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N3JABA 3AXBAJIHOCTU
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ITPABHU CTATYC U 3AHITUTA JIMIIA OBOJIEJIUX O PETKUX BOJIECTH
- PAJJHOITIPABHU, MEJUIINHCKOIIPABHHU U ACIIEKT COLIMJAJIHE
JAIITUTE

Pe3ume

Obnact perkux OonecTH, JaHac je joll YBEK HEIOBOJHHO HCTPaKEHA Yy OKBHUPY
MEIMIMHCKUX HaykKa, Kao MpHMapHe o00JacTh WUCTpaKuMBama, T€ Cy CBaka Jajba
UCTPaXKMBaka Y OKBUPHMA JIPYTMX HAYYHUX 00JIaCTH HEPACKHIMBO BE3aHA 3a HamNpeaaK y
npuMapHoj obiactu. OBO CBakako yKJbydyje M YTBphHBame W aHAIU3y APYIITBEHOT
noJsio’kaja W mpareher mpaBHOT craryca JiMia 00OJENUX O]l PETKUX OO0JIECTH Ca IUIBEM
3alITUTE HUXOBUX OCHOBHHUX JbYACKMX IIpaBa, IITO IIOJApa3ymMeBa W IpaBa W3 TpyIe
€KOHOMCKO-COIIMjaJIHAX, OJHOCHO TpaBa Ha (JIOCTOjaHCTBEH) paj, MpaBa Ha COLUjAIHY U
npaBa Ha 3IpaBCTBeHY 3amtuTy. [leduHucame peTkux OOJNECTH Kao MEIUIUHCKE
KaTeropuje, \UxoBa Kinacudukanmja u Kogupukaiyja, Kao U u3pajia perucTpa moja3Hu cy
OCHOBH 32 CBAaKO JaJbe UCTPAXHUBAE KOje C€ OJTHOCH Ha YTBpHHBamE COLMjAITHONPABHOT
craryca u MoryhHocTH 3a mpenBulame MoceOHMX, OJHOCHO JOJATHUX Mepa 3a 3allTUTY
npaBa Ha (JIOCTOjaHCTBEH) pall, MpaBa Ha COIMjaJHY M 3JIPaBCTBEHY 3alITUTY 00OJIEINX
JIMIIA, aJIM ¥ YIAaHOBA HHXOBHX MOPOAMIA, y3uMajyhu y 003up TO, 1a peTke 00JIecTH yTuay

Ha KBaJIUTET KUBOTa HE caMo 000JIeIor JuIa Beh ¥ 4JIaHOBa HETOBE YK€ IMOpoaurIIC.

Jlanac He mocToju yHHMBep3ajlHO npuxBaheHa AePUHHUIM]ja HUTU KiIacU(pUKalKja PETKUX
6onectu Beh ce 3a neduHUCamE y3UMajy CTATUCTUYKH MOAALM O YYECTaJIOCTH UCII0JbaBamkha
6onectn Ha oxapeheHOM Treorpad)ckoM MpocTOpy TIA€ KpUTepujyme 3a AeuHHcame
onpel)yjy HallMOHAJTHU PETyJIaTOPHU OpraHu, Te ce NePuHUIMje U MOJEIH Kiacu]ukaiuje
pasnukyjy Mehy npxxaBama. ¥ okBupy CBeTcke 3/paBCTBEHE opraHuzauuje popMupaHa je
noceOHa KOMHUCH]ja 3a MONKC, KOAUPUKALU]y U KIacu(UKaLUjy PEeTKHX OOJIECTH, a peTKe
6onectu Tpeba na Oyny ykjbydeHe y HajHOBH]y MehyHapoaHy knacudukanujy 0onectu
CBeTcke 3/IpaBCTBEHE OpraHU3alije YnMe ce oMoryhasa gajbe Mperno3HaBambe y OKBUPHMA
HAIlMOHAJTHUX 3JI[PABCTBEHUX CHCTeMa. TakBO TIpENO3HAaBamkEe OCHOBA j€ 3a IIHpe

peryjiucame COLII/IjaJIHOHpaBHOF CTaTrycCa, OAHOCHO MPCIIO3HABALC JIUIA HOFODCHI/IX PECTKUM



OonecTrMa Kao SaHOCJIeHI/IX/JII/ILIa KOja TpaXKXE 3aloCIClhEe, OJHOCHO Ka0 KOpPHCHHKA

COIIMjaJTHUX yCITyTa.

Ha ocHOBy ymopeaHompaBHE aHaiM3e perylaTUBE Yy OOJACTH PETKUX OOJecTH, Kao U
MOBE3aHOI AHTUAMCKPUMUHATOPCKOT 3aKOHOJIABCTBA, MOCEOHOI 3aKOHOAABCTBA KOje ce
OJIHOCH Ha 3allITUTy MPUBATHOCTU T'€HETCKUX U 3ApaBCTBEHHUX HHopMalnuja y 00JIacTH
paza M 3paBCTBEHOI OCHTypama, T€ PEryjaTuBe Koja ce OAHOCH Ha PaJHONPAaBHU CTATYC
JHIa ca MHBAIMIUTETOM pa3BujeHuX apkasa (Cjeaumene Amepuuke J[pkase, OpanHiycka
u Hemauka),kao u perynatuBe EBporicke yHHje Koja je ToOHeIa HU3 paBHOHeoOaBe3yjyhux
JIOKyMeHaTa y 00JacTi peTKUX OOJIECTH, Wb UCTPAXKUBAHA j€ J1a C€ YTBPAU MIPaBHU OKBUP
3a peryiucame COLUjaTHOIPABHOT CTaTyca, OHOCHO PaJHOINPABHOT, MEAUIIMHCKOIIPABHOT
U CTaTyca y OKBHPY CHCTEMa COLIMjaTHE 3aIITHTE JINIAa 000JIEINX O PETKUX OOJIECTH paju
3alITHTE HUXOBUX OCHOBHUX COIMjATHO-€KOHOMCKHX TIpaBa. Y Ty CBpXY, NPEIJIOKEHA je
kiacudukaiyja aumna o0oNeInux o PeTKUX OOJEeCTH MpemMa MeHEeTCKOM CTaTyCy U YTULAjy
Ha paaHy crnocobHocT. Kputepujymu kiacudukanuje jecy TeHETCKH CTaTyc IITO je
nocienuia anmwennne aa cy 80% peTkux OoJecTH IeHETCKOT MOpeKa YuMeE je MpeaMeT
UCTpaXKMBamba OrpAaHMYEH HA PETKE T'eHETCKe OOJIeCTH W paaHa CIIOCOOHOCT, OJXHOCHO
HECIIOCOOHOCT YMMe ce 00oJiena Julla KIacu(pHUKyjy Kao MOTIYHO pajHO CIIOCOOHA JIMIA HA
KOje ce MpHUMEmYje ONIUTH PEXHUM pPATHOI OAHOCA, PAagHO crnocoOHa MOA oapeheHuM
yCJIOBMMa IITO TOJpa3yMeBa TMPUMEHY OJpeAdr O TOCeOHO] 3allTHTH JKMla ca
WHBAJIMIUTETOM, Ka0 W PagHO HECTIOCOOHA JIMIA IITO 3aXTeBa MPUMEHY OJApPEaOH Koje ce
OJIHOCE Ha OCTBapUBam€ IpaBa 10 OCHOBY COIMjaliHE 3allTUTE MOCeOHO mpuiaroheHux
norpebama JuIa o0OOJIENMX OJf PeTKUX OO0JEeCTH M WIAHOBA HUXOBUX IOPOIUIA
(cmenjanu3oBaHa couujaiHa 3amrTuTa). HeszaBucHO o7 yTBpheHe paaHe CrnoCOOHOCTH,
OJTHOCHO HECNOCOOHOCTH M HE3aBHCHO OJI TE€HETCKOT CTaTyca JIMIa 00oJeNa OJ] PEeTKUX
0oiecTH Y)XMBajy CTaTyC NalMjeHaTa, OJHOCHO KOPHMCHUKA 3JpaBCTBEHMX YCIIyra INTO
3axTeBa yTBphUBame MOCEOHUX, NOJATHUX Mepa 3a OCTBapHBame MpaBa Ha 3allTHTY
37paBJba, y3umajyhu y 003up, HAQpOUUTY BYJTHEPAOMIIHOCT EBbUXOBOT 3/IpaBCTBEHOT CTaTyca,

OJTHOCHO ,,pPETKOCT"* FbIXOBE OOJIECTH.



[TormyHO pagHO crocoOHa JinIla, TpeMa FeHETCKOM CTaTycy, KBalu(UKOBaHA Cy Kao T3B.
3/IpaBU HOCHOIIM MATOTCHHUX T'€HA Ha KOje CE MPUMEhYj€ OMIITH PEKUM PAJHOT OJHOCA alln
y3 o0e3beheme moceOHE 3amTUTE MPUBATHOCTH T'E€HETCKUX WHGPOpMaIKja, OJIHOCHO
npenBuhame JOJATHUX Mepa 3a CIpeyaBame JAMCKPUMHHAIMjE Ha OCHOBY T'€HETCKUX
CBOjCTaBa/0COOMHA 3aIOCICHOT, OJTHOCHO JIUIa KOje TPaKd 3aIocliee. 3IpaBu HOCHOLU
MaTOTeHUX T€HA M MOTIIYHO PagHO CIOCOOHA JIMIA jecy W JIMIA KOJA KOjUX je JOILIO JIO
MaHudecTaruje 00JIeCTH Al je TPUMEHOM Tepanuje CIpeueHo Jajbe HAMPEI0BAKE a JINIA
Ce Haja3e y CTamby pEMHUCHje, IITO 3axXTeBa NpeiBuhambe MOCEOHHX Mepa 3a 3allTHTY
3paBjba M 0€30€HOCTH HA paly TaKBUX 3alOCICHUX paJH OJp)KaBama 3JIPABCTBEHOT
CTamha ¥ CIpeuYaBama HACTyNama HWHBATMAUTETA. JlMma y peMUCHjU TPEICTaBIbajy
HApOYUTO BYJIHEPAOWIIHY PaTHOIIPABHY KaTEropHujy, T€ YCJIOBE paja Tpebda MpHIaroIuTH
BUXOBUM IOTpedaMa y CMHUCIY MOCEOHOT peryjimcama pagHOr BpEeMEHa, NpeaBulama
JMOJIaTHUX TIay3a M OJAMOpa y TOKYy pana, moceOHuX IiaheHux oncycTBa 3a morpede
Tepanuje ajld W pPagd JUjarHOCTHKE y CIIy4ajeBUMa CyMHIE€ Ha PETKy OOJiecT, Kao
yrBphuBame MOryhHOCTH pajiHOT aHTaKOBamka Ha OCHOBY HEKOT (JIeKCHOMIIHOT OO0JHKa
pagHOr ofHOca, y3 o0e30eheme 3a0paHe MUCKPUMHUHAIMjE IO OCHOBY 3IPaBCTBEHHX
KapakTepucTuka. Jluma obosena ox peTKUX OOJECTH KOje Cy JOBENIC 10 WHBAIHINATETA
Y)KHBajy CTaTyC JHIa ca HMHBAIMIUTETOM Ha KOje Ce MPUMEYje TTocedaH PexUM pagTHOT
OJIHOCA, a OHA Cy KBAIU(UKOBAHA, MpeMa I'eHETCKOM CTaTyCy, Kao T3B. OOJIECHH HOCHOITU
MaTOTeHUX TeHa 3aje/HO ca JIMIMMa YHja peTKa O0JIeCT je TaKBOT CTeleHa W o0uMa J1a He

OMOFYFIaBa paaAHO aHTaXXOBAaKC HU I1OJ] OIIIITUM HUTH MMOCEOHUM ycioBuMa.

HcTtpaxuBame je WHTEPAUCIUIUIMHAPHO, T€ oOOyXBaTa U cariieiaBambe M aHalu3y
MEUIIMHCKONPABHOT CTaTyca JIMIa O0OJIETUX OJ] PETKUX OO0JIECTH Yy CMUCTY MOCEOHUX,
CTeNHjau30BaHUX Mepa 3[paBCTBEHE 3alITHTE, OIHOCHO (OpMHpama perucTpa W
KIacuuKaIrjy peTKux 00JecTH Ka0 OCHOBA 32 CHCTEMCKO MPETo3HaBamhe 000IENHX JIHIIA,
3aTUM OCHUBama MOCEOHUX IIEHTapa 3a MPEBEHIU]y, TUJarHOCTUKY M JIEUYEHE PETKHUX
Oosectu, mpenBuhama HauWHA 3a (UHAHCHpAE Jieuema Tj. 00e30ehema MeTUITMHCKUX
cpencTaBa, OJHOCHO JIEKOBAa 3a JIEUCHE peTKuX Oosectu (T3B. ,,opdaH” WM JIEKOBa

CI/IpO‘-II/Iha) (I)OpMI/IpaH)CM (I)OHI[OBa COJIMAapHOCTH Ha OCHOBaMa jaBHO-HpI/IBaTHOI‘



naptHepcTBa. Jluma obosnena oa peTkux 00JEeCTH Y)KUBAjy CTaTyC MalljeHara, ITo 3axTeBa
yIBphuBame TMOTIyHE TPUMEHE NAalMjeHTOBUX IIpaBa, Y3 HarJlallaBamke 3Hauaja
obe30chema 3amTMUTe TNPUBATHOCTH TEHETCKUX HM  3JPaBCTBEHHMX HWHOpMaIyja,
OCTBapHBama IpaBa Ha 00aBEUITaBaWkE, OJHOCHO TpaBa Ha WHPOPMHCAHH MPUCTAHAK
obostenor nuima, y3uMmajyhu y o03up, BYIHEpaOUIHOCT T€HETCKUX HHQOpMaIuja, Kao u
BYJHEPAaOUIIHOCT 3/PABCTBEHOI CTaTyca/cTama JHIa 00O0JeNnX O PETKUX OO0JIeCTH Koje
OJUTHKYje TPOTPECUBHOCT, NETCHEPATHBHOCT W 3HAYajaH yTUIAj HA KBAJHMTET XHBOTA W

CKpahe}Le JKHUBOTHOT' BE€Ka naunjeHaTa.

Kibyune peun: perke Oonectd, ByTHEpaOWIHOCT, Kilacudukaiuja mpeMa T'€HETCKOM
CTaTyCcy M YTHIQ]y Ha paJHy CIOCOOHOCT, PaJHONpPaBHH CTaTyc, CTaTyc y o0iactu
COLIMjaJIHE 3aIITUTE, MEAWIUHCKOIIPABHU CTATyC, MEpE 3aIITHUTE COLMjAITHO-EKOHOMCKHX

npaBa
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LEGAL STATUS AND PROTECTION OF PEOPLE WITH RARE DISEASES —
LABOUR LAW, MEDICO-LEGAL AND SOCIAL PROTECTION ASPECTS

Summary

Due to the fact that the issue of rare diseases is not sufficiently researched in the primary
scientific area i.e. in medicine and genetics, all further research in other scientific areas is
inextricably linked to the progress in medicine and genetics. Consequently, this also refers
to the determination and analysis of social and legal statuses of people with rare diseases
aimed at protecting their fundamental human rights, i.e. those from the group of socio-
economic rights — right to work, right to social protection and right to health care.
Definition of the medical category of rare diseases, rare diseases classification and
codification, creation of the rare disease registry and definition of health and other issues
related to the problems that patients with rare diseases have are of great importance to their
general status and to the protection of their socio-economic rights. Additional protecting
measures are necessary for the exercising of these rights, taking into consideration the fact
that rare diseases have a strong influence on the quality of life of persons affected as well as

on their family members.

There is neither unique classification of rare diseases nor generally accepted definition of
rare diseases today. Statistical data on the incidence of the manifestation of certain diseases
in particular geographic areas are used for defining rare diseases. The criteria for rarity are
defined by national regulatory bodies. The definitions of rare diseases and classification
models are different in various states depending on the development of registries and
medical services.Most rare diseases are absent in the current International Classification of
Diseases (ICD10) of World Health Organization. World Health Organization established
Topic Advisory Group for Rare Diseases to serve as a planning and advisory body in the
update and revision process in order to create the better codification and classification of
rare diseases for the purpose of the future 11th version of the International Classification of
Diseases. These actions could serve as a basis for the recognition of persons with rare

diseases in national health care systems and for broader regulation of socio-legal status i.e.

Vi


http://www.who.int/classifications/icd/revision/en/index.html

recognition of the people affected by rare diseases as employees and/or social protection

beneficiaries.

The aim of this research is to establish legal framework for the regulation of labour,
medico-legal and social protection statuses of persons affected by rare diseases in order to
protect their fundamental socio-economic rights. For this purpose, comparative legal
analysis was primarily applied i.e. we analyze special legislation in the area of rare
diseases, anti-discrimination legislation about the protection of the privacy of genetic and
health information in labour law and health care, disability legislation of developed
countries (the United States of America, France and Germany) and the European Union
regulation in the areas of rare diseases that are not legally binding but have a great moral

and political influence on the member states.

Classification of the persons with rare diseases based on the criterion of genetic status and
its influence on working capacity has been suggested. The influence of various infections as
well as the living and working environment has not been taken into consideration due to the
fact that the research object is limited to rare genetic disease (most rare diseases are of
genetic origin, 80%). Additionally, there is no compiling evidence about the influence of
the infections as well as of the living and working conditions on the emergence of rare
diseases. According to the genetic status and influence on working capacity, persons with
rare genetic diseases can be divided into two groups: (i) healthy carriers of pathogenic
genes and (ii) sick carriers of pathogenic genes. The first group includes those persons who
have not experienced and who might never experience the manifestation of the disease,
those who generally have full working capacity and those who are active and have full
awareness of the disease. This group also includes persons who have experienced the
manifestation of the disease but the treatment received immediately at birth or later in life
has prevented the further progression of the disease. Thus, they tend to be in the phase of a
complete remission which makes them persons with working capacity in its full sense. The
second group includes those persons who have experienced the manifestation of the disease
as a form of physical or mental impairments that can be qualified as disability. Working
capacity of these persons depends on the level of their impairment and the types of their

\1



jobs or vocations, as a result of which their working capacity could be limited or they could
have full working capacity. The sick carriers of pathogenic genes are also persons
manifesting the full extent and level of the disease, so these persons have full incapacity for
work regardless of the adequate treatment they receive. Thus, it is necessary to determine
the opportunity and availability of realizing the rights on the basis of social care and
protection i.e. specialized social protection for rare diseases patients.

On the basis of the aforementioned classification of patients with rare diseases according to
the genetic status and influence on working capacity it is suggested that an adequate legal
framework for determining the status of every individual category in labour legislation
should be created. Those persons who belong to the group of the asymptomatic carriers are
the persons with full working capacity to whom the general regime of labour relations in
terms of employment and labour is applied. However, in order to protect the rights at work
and related to labour of this category it is necessary to sanction the prohibition of genetic
discrimination in the field of employment and labour by legal norms. Healthy carriers of
pathogenic genes are the persons with manifested symptoms of certain rare disease but
which is under control, and the person is in a state of full remission and has full capacity to
work. Still, contrary to persons who have not had the manifestations of the disease yet,
these persons are at justifiable risk of the recurrence of the disease, which is why the
working conditions should be adjusted to their state of health. This implies the reduction of
working hours, provision of longer breaks during working hours, longer vacations, flexible
work arrangements and a special leave of absence depending on the nature of a rare disease.
It is argued that a special labour Institute - paid leave for the needs of therapy/diagnostics
for chronic diseases — should be introduced. Persons whose rare diseases caused a disability
should be considered as persons with disabilities for whom there is a special protection

regime in the labour legislation.

Interdisciplinary approach is applied where persons with rare diseases regardless of the
genetic status and work capacity have a status of patients that include the analysis of
medico-legal status i.e. additional specific measures in health care system, development of

inventory and classification of rare diseases, establishment of centres of expertise,

VI



identification of sources for funding the treatment of rare diseases. The issue of rare
diseases is observed from the aspect of the realization, adequacy and quality of health care
of patients as the beneficiaries of health services and in compliance with the elementary
health care legislation. The approach involving human rights or, to be more precise, the
medico-legal aspect is required. This approach comprises legislation and practice of the
realization of patients' rights — protection of the privacy of genetic and health information,

right to inform consent, right to autonomy and self-determination as well.

Key words: rare diseases, vulnerability, classification based on genetic status and influence
on work capacity, labour status, social protection status, medico-legal status, measures

taken to protect socio-economic rights.
Scientific area: Law
Scientific sub-area: Labour Law

UDC Number: 349.3:174:615
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YBOJIHA PASMATPAIbA

[IpaBHa mHUTama peryimcama CTaTyca BYIHEpAaOWIHUX IPYIITBEHHX Tpyla W 3alITUTE
IbUXOBUX OCHOBHMX COLMJAJIHUX JbYJICKUX IIpaBa INpeAMEeT Cy OINpPEeYHUX paclpaBa Ha
Mel)yHapoAHOM, PErMoHaJHOM, Ka0 M Ha HAallMOHAJHUM HHBOMMA KOja Cy CBOj€é MECTO
HallUla y HE3aHEMapJbUBO BEIMKOM OpoOjy HAYYHHX W CTPYYHUX pajoBa CaBPEMEHHX
ayTopa y O0JaCTH [pYIITBEHO-XyMAaHHUCTUYKUX Hayka. Y BE3W ca THM, IPHCYTHE CYy
pasnuuuTe KBaTM(UKAIMje BYTHEpAOMIHUX IPYIITBEHHX TIPYyIa, OJAHOCHO KPUTEPH)yMHU
IpU3HaBamka CTaTyca BYJIHEpaOMJIHOCTH M YyTBphHUBame Mojena, KOHIENTa 3allTHTE O
BYJIHEpAaOUIIHOCTH HEMajy carjlacHOCT Mel)y ayTopuma, y3 TO Jia ce MOJI0Xa] OBUX Ipyma
pasmarpa y OKBHpHMA Pa3IMYUTUX 00JaCTH APYITBEHO-XyMAaHUCTHYKUX HAyKa, OJJHOCHO
ca CTaHOBUIITA COLMOJIOTHje, TICHXOJOTHje, TOJUTUKOJIOTHje YKbydyjyhu u ca
CTaHOBMILTA NpaBHUX Hayka. IlojamM BynaHepaOWIHOCTH, Npe CBEra, jecTe COLMOJOIIKH
1ojaM KOjH je BUIIIE3HAYaH M BUIIEIUMEH3UOHANIAH, T c€ OOMYHO Kaxke Jia je NeduHuCcame
1ojMa BYJIHEPAaOMIIHOCTH W Ca HUM IOBE3aHE MaprUHAIHOCTH onpeleHHX APYIITBEHHX
rpyna ,,BeoMa KIJIM3aB I10Ca0 KOjH je MOCIEANIIA allCTPAKTHOCTH U CJIOjEBUTOCTH TIPHPOJIC
KOHIIENITa BYJIHEPaOMIHOCTH M ca MM moBe3aHe MapruHamHoctu (Brigid Daniel).
BynHepaOUIHOCT, OJHOCHO pPamUBOCT TMOJApPa3yMeBa IOCTOjake TEIIKOha Ha CTpaHU
NojeIMHAIlA WIIM APYIITBEHUX TPYyIa, KOjeé MOTy OWTH pa3jIMyuTe MPHUPOJIC W Pa3TMIUTHX
y3pOKa, 3a CaBJIaflaBambe OCHOBHHMX JKUBOTHUX NpoOJeMa M MyHONPABHO yYECTBOBAWE Y
3ajeJHHIIM a KOja je YCKO MOBe3aHa ca MapTUHAIHOIINY U ca JUCKPUMHUHALIN]OM, Ka0 YHCTO
npaBHUM MojMoM. 3a kpaj 20. um mouetak 21. Beka, y KOHTEKCTY IIMpPEHAa 3allTHTE U
MOILITOBakba OCHOBHHUX COIIMJAJIHUX IIpaBa, BEXE C€ TEHJIEHIMja yTBphUBama MOCEOHMUX,
JOJJATHUX MeEXaHW3ama 3a OCTBApUBAKE COIMjAIHUX TIpaBa BYIHEPAOMIIHUX, OTHOCHO
pamUBUX JPYIITBEHUX Ipyna Kako Ou ce o6e30equia mHUXOBa MOTIYHA MHTErpanuja y
JpYIWTBEHY, yKJbYydyjyhu u paaHy cpenuny 0e3 auckpumuHanuje. IloceOHu, OqHOCHO
JIOJJTATHA MEXaHU3MH 32 OCTBApUBak-€ OCHOBHHX COIMjAJTHUX MIPpaBa YTBPhyjy ce Ha OCHOBY
noTpeda MojeIMHAYHUX IPYIITBEHUX TPYIa 3a KOje MOCTOJU IHMPU KOHCEH3YC Jla FHHHUXOB
JpPYIITBEHH TOJ0Xa] 3axTeBa JOAAaTHE MpaBHE Mepe Yy MpaBuy oOe3zbehema Hauena

jCIIHaKOCTI/I [IaHCHU U MOCTYyIIamkba. vy CaBpCMCHOM pPAAHOM U COLII/IjaJ'IHOM npaBy rmoceOHa



3alITUTa W TOCIEAMYHO MMocebaH cTaryc Kora ,,ipaTH W Toce0Ha COIUjaTHOIPaBHA
peryjiatuBa IMpH3HAje ce Jely W MIauMa, XCHama, paJHUIMMa MHTPAHTHUMaA, Kao M

JJMIIMMa ca HHBAJIMJUTETOM.

Jluna ca MHBAJIMTUTETOM Y)KHBajy 1oceOaH paJHOIPABHH M COIMjaTHOIIPABHH CTATyC 300T
onpeheHux JMYHUX, 3IPABCTBEHHX KApPaKTEPUCTHKA KOje MOTYy Ja OTEXKajy HHUXOBO
NOTIYHO YKJbYUMBAKEC Yy pagHy 3ajeJHHIly, 300T yera ce cMaTpajy moceOHOM
paZHONIPAaBHOM KaTeropwjoM. MHBaIMIUTeT MOXKE OWTH TOocleauIia OOJecTH WIH
nocieAniia mospene (Ha pagy WM BaH pajga), Y KOM CIydajy TOBOPUMO O CTEYCHOM
WHBAJIUIUTETY, C TUM JIa MHBAIUIUTET MOKe OUTH U ypoleH, Kafa HacTaje 300T MmocTojama
TCHETCKE MPOMEHE WJIM TeHETCKOT HejocTarka. JlaHac, peryimcame COIHjaTHOIPaBHOT
cTaryca JIMIla ca HMHBAIUIUTCTOM IPEACTaB/hba MPEAMET Kako MehyHapoaHOT Tako U
PETHOHAHOT QJId W TPEIMET HAI[MOHAJTHOT IpaBa CaBPEeMEHHX JpkaBa. [lo yrimemy Ha
nocrojeha pemewma O TpU3HABaKY MOCEOHOI CTaryca M 3allTHTE JIMIMMa ca
UHBAJIMIUTETOM, TE JOHOIICHa MMOCeOHe peryaaruBe ratione personae, nuuss pana je aa ce
YKaXXe Ha TeUIKohe y OCTBapuBamy COILMjaTHUX MPaBa, OJHOCHO MPaBa HA (JJOCTOjaHCTBCH)
pan, mpaBa Ha COIMjaHy 3allTUTY, Ka0 U MpaBa Ha 3alTUTY 3JIpaBjba 000JIEITUX O PETKUX
OosectH, y3 yKa3uBame Ha HAPOUUTY BYTHEPAOMITHOCT HUXOBOT JPYIITBEHOT TONIOXKaja, U
ca BbOM T0BE3aHy MapruHAIHOCT U npaTehy quckpuMuHanumjy. Mako o3HauaBa momysammjy
KOja je y CBaKOM JIpYUITBY MPONOPLHjaHO MaloOpojHa, 000JIeaN O]l PETKUX OOJIECTH 10
TEXHWHHU CBOJUX JKUBOTHHX, 3JPaBCTBCHUX WM HAIJIAIICHWX TPAaBHHUX TpoOjeMa y Be3H ca
TUM, HITO MOJApazyMeBa MpoOieMe Be3aHe 3a MPOoECHOHATHY WHTErpaIujy, Coluujalny u
3/IpaBCTBEHY 3aIlTUTY, 3aBpel)yjy J0JaTHY 3alITUTY, MYHO MOIITOBAKkE MpaBa U MOJPIIKY

IIPaBHE, COLIMjaJHE U 3PaBCTBEHE MOJIUTHUKE.

HctpaxuBame ce OJHOCHM Ha IpaBHA NUTamba PETKUX OOJECTH, NMPABHOTEOPHU]CKU U
MO3UTHBHOINPABHO TJIEAHO W3 yIja I'paHe PagHOT M COLMjAIHOT TpaBa, ajld W M3 yria
CHelMjaTMCTUUKE JUCUUIUIMHE MEJUIIMHCKOI MpaBa, Ydja Cy MpaBHA MHUTama 10 Caja
CKOpO HeNo3HaTa, M y CBAakoM cIly4ajy, HeJIOBOJbHO oOpahena y mnpaBy CpOwuje.
31paBCTBEHN CTAaTyC, OJHOCHO METUIIMHCKH CTaTyC IOjeMHIAa W JAPYIITBEHUX Tpymna

HEU30CTaBHO ojpeljyje U yThue Ha HHXOB PaJHU CTaTyC M IOJI0Xaj Ha TPXKUIUTY W Ha



MecTHMa pajia U VICe Versa, KapakTepHCTHUKE paJHOT MECTa M PaJHHMX 3aJaTaka MOTy Ja
uMajy ojapeheH yTuIlaj Ha 3APaBCTBEHU CTATYC MOjeauHAaIa, OJHOCHO APYIITBEHUX TpyIa.
Crora, mpaBHU uMIIepaTuB o0Oe30ehema 3amTuTe 3/paBiba, Ka0 OCHOBA MEIUITUHCKOT
mpaBa, 100H1ja CBOj€é MECTO U Y OKBUPHUMA CaBPEMEHOT KOHIICTITA IpaBa Ha (JJ0OCTOJaHCTBEH)
paja, OTHOCHO CTBapama ycliOBa 3a paj JOCTOjaH YoBeKa Kao Jeyiackor Owha. [IpaBo Ha
(TocTojaHCTBEH) pajl yKJbydyje TpaaullMOHATHE eIEMEHTE TIpaBa Ha paj — cioboaa n3bopa
3aHUMama, 3a0paHa MPHHYIHOT pajxa, obaBe3a Jp)KaBe Ja CTBapa YCIOBE 3a IYHO
3arociemke alu U 3a0paHy MUCKpPHUMHUHAIMjEe 0 OMJI0 KOM OCHOBY, OJIHOCHO 00e30eheme
jeIHaKe JOCTYIMHOCTH CBHX paJHUX MeCTa (3aHMMama) MOJ jeJHAKUM YCIOBHMA, Y3
OCHTypame JIOCTOjaHCTBEHUX yCJIOBa pajia (paJHOT BPEeMEHA, OIMOpa M OJICYCTBa, Mepa 3a
3alITUTY 31paBjba U 0e30eqHOCTH Ha paiy). JlocTojaHCTBEH pan je paa Koju He HITETU
31paBJby U 0€30€THOCTH PaTHKKA, IPU YEMY C€ TO0JIa3H o] JepuHUIMje 31paBiba CBETCKE
3/IpaBCTBEHE OpraHu3aIje, I/ie ce 3apaBibe ACPUHHINE KAO CTame KOMIUICTHE (PHU3UUKE,
NICUXHUYKE U conrjainHe noopooutn. Tpeha kommoneHTa 31paBiba — 06e30eheme comujaine
JNOOpOOUTH y KOHTEKCTY OCHTYpama 3/ipaBjba OCHOBAa j€ 3a HMHTEPIUCIHILIMHAPHO
carje/aBamb¢ W aHaJIM3y IPaBHOI CTaryca JHIa OO0OJEJIMX OJl PEeTKUX OoJecTH ca
CTaHOBHIIITA PAJHOT U TPaBa COIMjaJIHE 3aIITHTE, Y3 HEU30CTABHO PETYIIHCAKE CTaTyca y
OKBHpHMa MEIHWIMHCKOT TipaBa. OCTBapHBame HABEJACHOT IMJba IMOBE3aHO je& Ca HU30M
npoOiieMa KOju Cy TPBEHCTBEHO TMOCIEAMIIA TOTa IITO Cy HUCTPAXUBAKa O PETKUM
0oyiecTUMa U y CBOJUM MPUMApPHUM 00JIACTHMA, OJHOCHO y MEJIMIMHCKUAM M OHOJIONIKUM
HayKaMa, pelIaTUBHO HOBHUjET JaTyma, T¢ Ha MHOTE JWJIEMe HUCY JaTH NMPEIU3HU U jaCHU

OJITOBOPH.

300r KapakTEpPUCTHUKE ,,HUCKE YUYECTAJIOCTH OOJIECTH, y3pOLU M MOPEKJIO MOjeTUHHUX
peTKuX OOJIECTH jolI YBEK CE UCTPaXKy]y, T€ MOTIyHa 3Hamba O OBUM MHUTakUMa OCTa]y BaH
OKBHUpa MeJIUIMHE Kao Hayke. JlaHac ce cmaTpa J1a peTke 00siecTH MOTy OUTH Iocienuia
pa3nuuuTuX HHpeKnuja (6aKTepHjCKUX WM BUPYCHUX), aJlepruja, Kao M ycJIoBa KHBOTHE
(u pagHe) cpenMHE JOK je 3a 3HavajaH Opoj PEeTKUX OO0JIECTH y3POK JOII YBEK HEMO3HaT.
Wnaxk, uctpaxkuBama nokasyjy 1a cy 80% perkux 601ecTd reHeTCKOoT opekJya 300r yera je

UCTPAXMBAKE y paJy OrpaHHMYEHO Ha peTke TreHercke Oonectu. Ca npyre crpase,



MPEeNu3HU MoJal 0 Opojy peTKHX OOJIeCTH Y CBETY HE MOCTOje, Te CE CMaTpa Ja JaHac
noctoju uzmehy 6000 u 8000 paznuumtux perkux Oonectu. Peructpu petkux Oosiectd u
JMIa 000JIeTNX O/ PETKUX OOJIECTH YIIIaBHOM HHUCY JIOHETH, & YKOJIHKO M TIOCTOje OOMYHO
Cy MapuujajiHe MOKPUBEHOCTH (0JHOCE ce Ha onapeheHy reorpadcky obmact oapehene
npxase, ciydaj Hemauke). Tako He mMocToju HU yHUBEp3ainHO npuxBaheHa koaudukanuja
(o3HauaBame mmdpom) u kinacupukanmja petkux Oomectu. Ilocrojeha 10. Bep3uja
Mehynaponne kmacudukanuje Oonectu CBETCKE 3IpaBCTBEHE OpraHM3alldje CaapiKd
npuOIKHO 250 pa3nuuuTUX pPeTKUX OoJecTH Koje uMmajy moceban kon (mmdpy), yume
BEJIMKH OpOj pETKUX OOJIECTH OCTaje ,,HeBUIJbUB™ 32 3[PaBCTBEHH CHCTEM a JIna oboiena
O]l PEeTKHX OOJIECTH HETPENo3HATJhUBA Kao KaTeropuja nanujeHara. CBe HaBeIeHO yTHde
HETaTMBHO Ha OCTBapUBamkE IMpaBa Ha 3aIITHTY 3/]paBjba JIHMIA O0OJEIUX OJ PETKUX
00JIeCTH, OJJHOCHO Ha HUXOB MEIUIIMHCKOIPABHU CTAaTyc 300r 4era ce jaBjba morpeda
CHCTEMCKOT peryiimcama HBUXOBOT MEIMIIMHCKONPABHOI CTaryca y morieny obesoehema
JOCTYITHOCTH W OJIarOBPEeMEHOCTH MEAMIMHCKE Here oxaroBapajyher kBammrera. Kao
noce0aH mpobiieM jaBiba ce yTBphHUBambe OJPKUBOT Mojiea (PMHAHCUPAhA JICUCHA PETKUX
Oonectn U o0e30ehema JOCTYITHOCTH HA TPXKHUIITY, KAaO0 M CTBapHE JOCTYIMHOCTH
MaIyjeHTMa JICKOBA 3a JICYCHE PETKHUX OOJIECTH KOju ce 300r Jieuema CTama Koja Cy
WCYBHUIIIE pEeTKa, T€ HE TPEACTaBibajy MNpodUTAOUIHO TpXKHUINTE 3a (apMaieyTcke

KOMITaHHU]€ Ha3HBajy ,,JJCKOBH cupounhu’ win ,,opdan* mexosu (err. Orphan drugs).

Ha 3ppaBibe mojenuHiia yTUUy W YCJIOBH CpeAWHE y KOJO] KUBU W pajd, OJHOCHO 3a
OCTBapUBam€ COIMjalTHE KOMIIOHEHTE 3[[paBjba, HEOMXO/IHO j€ peryaucame ycloBa paja u
npensubhame MOceOHMX Mepa 3a OCTBapUBaWme IMpaBa Ha (JIOCTOjaHCTBEH) pal IuUIa
obonenux ox perkux Oomectu. Ilopex Tora, caBpeMEeHO pagHO NPaBO KapaKTEpHIIe
TEHJEHIMja YKJbyYMBaWma, OJHOCHO WHTETpaldje BYJIHEPAOWIHUX, MambHHCKUX
IPYIITBEHUX TpyMa y pagHy CpeluHy M OCTBapHUBam€ Hayela jeJHAKOCTH, OJHOCHO
3a0paHe TUCKpUMUHAIIM]E 3alOCICHHUX U JIMIA KOja Tpa)e 3amoCeHmhe M0 OCHOBY JTUYHHX
CBOjCTaBa, IJie Ce Hauelo JeJHAKOCTH cMaTpa eJIEeMEHTOM IpaBa Ha (JOCTOjaHCTBEH) pal.
Kako Ou ce perymucao COUMjaTHONIPABHM CTaTyC JIMIA OOOJIETUX Off PETKHX OOJECTH,

OIHOCHO CTAaTyC Yy pPaaHOM, COL[I/IjaJ'IHOM U MCIUIMHCKOM IIpaBy, LITO je Y OCHOBU H



MPUMapHU [UJb UCTPAKMBAKA, HEOMXOAHO j€ M3BPIIUTH KJIACH(UKAIM]Y JUIAa 000X
O pEeTKuX OOJIECTHM KoOja je TMPUMEHJbMBA KaKo 3a carjie/laBalkbe W aHAU3y
MEIUIIUTHCKOIIPABHOT CTAaTyca TaKo W 3a YTBphHBame paJHONPABHOT M CTaTyca y OOJIaCTH
coumjanne 3amTture. [lopen Tora, MOTpeOHO je AePHUHHUCATH CIUYHOCTH W Pa3IMKe y
paxHONPaBHOM CTaTyCy M3Mel)y Kareropuje JMia ca MHBAJUAUTETOM, Koja Beh yxuBajy
MPaBO HA TIOCEOHY 3aITUTY TpaBa Ha paay M y BE3U ca PajioM, U KaTeropuje 000iIenux o
petkux Oonectu. Kao BakHa KapaKTEpUCTHKA PETKUX OOJIECTH jaBJba CE HHXOBA M3Pa3HUTa
XETEPOreHOCT U JTUBEP3UTET Y UCTIOJbaBakhy CUMIITOMA OOJIECTH YaK U y CIy4ajeBHMa HUCTE
peTke OosiecTy 300T Yera Mepe paaHor mpaBa Tpeda MPHIArOIUTH MoTpedama 00oIennx y
OoKBUpHMa mpeaBuleHUX paaHomnpaBHUX uHCTHTYTa. C 003MpoM Ha TO, Jda cy BehwuHa
peTKux 00JIECTH FeHETCKOT OpeKIIa, moceOHa makma rnocsehyje ce Mmepama 3a cripeuaBame
ICHEeTCKE JTUCKPUMHUHAIIMje, Kao M Mepama 3a 3allTUTy TPUBATHOCTH TE€HETCKHX
uH(pOpMaIlja U IPYruX MoJaTaka O JHIHOCTH JIMIIA KOja TPaxe 3aloCiIChe U 3aOCICHHX.
Muore perke Oonectd cy 030WJbHE, XPOHWYHE, MPOTPECHBHE, JCTCHEpPATHBHE U ca
yTUlajeM Ha ckpaheme KUBOTHOT BeKa 000Jenux 300r yera Cy Ta JiMia MOTIYHO PaHO
HECIOCOOHA, OJJHOCHO HE MOTY Jia JJOOH]y HUTH 3aJ[pKe 3aroClIehe HU MOJI OMIITAM HUTH
noceOHUM ycioBuMa. KBanmuTeT kMBOTa 000JIENTUX je Ha HUCKOM HHUBOY YCIIE]] CMambermha
WIH TIOTOYHOT T'yOWTKa ayTOHOMHOT IIOCTYIamka a JKUBOT JIMIAa 00O0JIETUX OJ PETKUX
Oosiecty je mpaheH BeTUKUM 0OJIOBMMA U MAaTHOM HE caMO HUX Beh M wiaHOBa moOpoaulie.
300r cBera HaBEJCHOT yJIOTa CHCTEMa COLIMjaliHE 3alITUTe U 00e30eheme crenujann3oBane
COLIMjaJIHE 3aIlITUTE CY O] HEMPOICHHUBOT 3Ha4aja 3a COIMjaJHONPABHU CTATyC 000JIEINX
WA W YIAHOBA MHHXOBE IOPOJHUIE y KOHTEKCTY NPHMEHE KOHICNTa WHKIY3H]e,
WHIMBUyAIN3alldje U MYJITHAMCIUIUIMHAPHOCTH 3alTUTE BYJIHEPAOUIHHUX, MambHHCKHX,
OJTHOCHO MapTrUHAIHUX COLMjAHUX rpymna. He3aBUCHO oX pagHe CIIOCOOHOCTH KoOja JiuIa
obonenia O] pPeTKuX OOJIeCTH KBATM(PHKYje KAo 3aloCiICHEe WIM KOPUCHHKE Yyciyra
COIMjaTHE 3aITUTe, 00oJiena JMIa y)KHMBAjy CTAaTyC TallMjeHaTta W MpaBO Ha IOCEOHeE,

JI0ZIaTHE Mepe 3a OCTBApUBAME MPaBa Ha 3alITUTY 3/IPaBJba.

HenoBosbHa HCTpaXeHOCT pPETKUX OOJECTH Yy MEAULIMHCKMM U OHOJIOIIKMM HayKama

yCIIOBMJIA j€ 3HATHO CKPOMHHj€ HAaydHE pe3ylTaTe y OCTalIUM IOBE3aHUM HayKama Koje



npate npobiaeMe peTKuX 00JecTH, U 'y Be3U ca TUM U MPOOJIEM COIHjaTHOIIPABHOT CTaTyca
auna obosenux o peTkux OosectH. MerpaxuBama cy yriaBHOM OWiia OrpaHHYeHa Ha
yTBphUBamke OJPKUBOT HauWHA (PUHAHCUPAA TMPOU3BOMIE U JOCTYIMTHOCTH HAa TPXKHUIITY
,,0pdaH* 1eKoBa, MTO je YCIOBWIO JIOHOIICHE TocedbHe Ypeade o ,,opdaH* MeTUIIMHCKUM
npousBoguma (2000) na HuBOy EBporcke yHuje nok cy Cjenumene Amepuuke JlpxkaBe
panHuje ycBojuie u mocedan 3akoH o ,,opdan nekoBuma (1983) a 3atum u 3aK0H 0 peTKUM
6omectuma (2002). Onpehen, Mmaga ckpoman Opoj kpahux pamoBa 0 MEAUIIMHCKOIIPABHOM
CTaTyCy JuIa OOOJIEIUX OJi PETKUX OOJECTH, MOCTOJU Yy CTPAHO] HAY4YHO] U CTPYYHO]
JUTEpaTypu, ¢ THM Ja C€ OHH, Npe CBEra, OJHOCE Ha MHUTama Kilacuukanuje u
KoauQuKaIje peTKux O0JIeCTH, 3aTUM Ha JIOCTYITHOCT ,,0pdaH‘ JIekoBa H (GOPMUPABE Y
OKBUpHMA HAIMOHAIHUX CHUCTEMa 3JPAaBCTBCHE 3aIITUTE MYJITHUAUCIUIUIMHAPHUX IICHTApa
3a perke OONeCTH, Kao MOCEOHHMX OpraHM3alMOHUX JeIUHHIA, KojuMa ce obe3behyje
JEITHAKOCT Yy 3aIlITUTH MaIijeHaTa 000JenX 0 peTKux Oosect. Mehyrum, cBeoOyXxBaTHO
UCTPAXUBAKE O SJIEMEHTUMA Koju oapel)yjy cTaryc numa o0oJienx oJ] peTKUX 00JIecTH ca
CTaHOBMINITA MEIUIIMHCKOT TIpaBa Y KOHTEKCTY OCTBapHBama MpaBa Ha 3allITUTY 37paBiba,
Ka0 W aHaJIW3e OCTBapWBama I[0jCIUHAYHUX IallMjeHTOBUX TIpaBa [0 JaHAC HUje
CIPOBENICHO, IITO 3HAYM Ja MaruCTapCKUX Te3a, MacTep paJoBa, JOKTOPCKHX pacIpana,
Kao 1 MOHOrpad)CKHX pajoBa y Kojuma ce obpal)yje y eJIOCTH HaBEACHO MPABHO MHUTAE -
Hema. Ca nipyre cTpaHe, UCTPaXHBamka O CIENU(UIHOCTHMA PAJTHOIPABHOT CTaTyca JIMIA
o0oJenux O PEeTKUX OOJeCTH He IOCTOje, OAHOCHO y OKBHUPHUMA TPAAMLMOHATHUX H
CaBpEMEHHMX HWHCTUTYTa paJHOr TpaBa MpoliieM cTaryca JHia OOOJEeNUX OJI PETKUX
OosilecTd HHje pa3MarpaH, Kako y jJomahoj Tako W y CTpaHO] HAy4YHO] M CTPYYHO]
mureparypu. McTo Tako, craryc numa oOONeNuX O] PeTKMX OO0JNeCTH y OKBUpHUMA
COLIMjaJIHE 3alITHTE HUje OO TpEeJMET J0CANallbUX UCTPAKUBAKA, OCHM T0jeAMHAYHUX
kpahux panoBa O YyCHOCTaBJbamy CIICIHjaJM30BaHE COIMjajlHE 3aIUTHTE 3a o0oJene H
YJIaHOBE HbUXOBUX TMOPOJUIA, KOjU YITIABHOM TMPEICTaBJbajy KPUTHYKO TyMadewme
3aKOHCKE peryjaTHuBe IOJeIUHUX Ap)KaBa Koje Cy YTBpAWIE MOceOHE Mepe COIMjaTHe
3alITUTE 32 OBY COLIMjAJIHy KaTeropHjy a Ha OCHOBY npenopyka EBporcke yHuje y o0iactu
perkux Oonectu. CTora je 3a OCHOBHHU IWJb HMCTPAXKHBaWka MOCTABJHCH YIOTIYHABaE

nomahe MTepaType U yKasuBame Ha Pa3IMUUTOCT MOTpeda BYITHEPAOMIHUX JIPYHIITBEHUX



rpyna y OKBHpPHMa PaJHOT, COIMjaJHOT M MEIMIIMHCKOT IpaBa YMME Ce Jajeé CBEeCTpaHa
CTyJHja COIMjaJIHOTPABHOT cTaryca JMia obonenux on perkux Oonectu. [lopen ymcro
Ca3HAjHOT, HAy4YHOT IMJba, UCTPAXKMBAKHE UMa M MPAKTHYaH 3HA4Ya] U MOXKE Ja MOCITYKH
IPWIMKOM JIOHONICHA 3aKOHCKMX W IIOJ3aKOHCKHMX aKara KOjuMa Ce peryJuiie
pPaJHONIPAaBHH, COIMjATHOTIPABHU W MEIUIIMHCKONPABHU CTaTyC OOOJENUX OJ] PETKHX
6onectu. 3a gomahe panHo mpaBO MMa M3paXEH 3Ha4aj jep, u3Mely ocranor, ykasyje Ha
1po0JieM TeHeTCKe AMCKPUMUHALje Y 00JIacTH pajia U 3alolijbaBamba U Ha Moryhie HaunHe
3a CIIpeYaBame M 3alITUTY OJ OBOI OOJIMKA JUCKPHMHHAIIM]jE, YAME C€ IpaTre CaBpeMEHe

TeHJCHIIMje Pa3Boja HayKe paJHOT IIpaBa y Be3U ca CyouaBarbeM Ca HOBHM HM3a30BHMa.

JlokTopcka pacrnpaBa je 1ojae/beHa y TpH LelnHe, y3uMmajyhu y 003up 1ujb UCTpakuBamba
na ce AeUHHCAHOM TEMOM YKaXXeé Ha KOMIUIEKCHOCT COLHMjaJIHONPABHOT cTaTyca |
Tenkohe mpaBHe 3amTUTE, Kao U Ha Moryha yHamnpehema, nmajyhu y BHIy 3aKOHOIABCTBO
U IpaBHY npakcy y cBety Uy CpOuju. YV npeom deny NOKTOpcke pacmpase oOpalyjy ce
OCHOBHHU TIOJMOBH, OJHOCHO [aje c€ I0jaM PEeTKUX OOJecTH, MmojaM BYJIHEpPaOWIHOCTH,
MaprUHATHOCTH, COIMjajHe MCKJbYYCHOCTH, IUCKPUMUHAIM]e HAKOH Yera ce MpUCTyma
nperiiely YHOpEeTHONPAaBHHUX pellemha KOoja Cce OJHOCE Ha COLHWjATHONPABHU CTaTyC
(panHOMpaBHHU, MEIUIMHCKONPABHU U CTaTyC y CHUCTEMY COLMjaJHE 3allTUTE) JnIa
obonenux on perkux Oonectu. [ToceOHO ce yka3yje Ha mpoOieM nepuHHCAkaA, OJIHOCHO
onpehuBama mojMa peTKux OOJECTH | JIMIla 000JENINX O/ PETKUX OOJIECTH, C 003UpPOM Ha
TO, Ja JaHac He MOCToju ommTenpuxBahena neduHumja perkux Oonectu Beh ce 3a
KPUTEPHJYM y3UMajy CTAaTHMCTHYKHM TOJAalld O YYECTaJOCTH HCIOJbaBama Ha oapeheHoM
reorpa)CKoM MpOCTOPY. YIOpeIHONpaBHA aHalIM3a COLMjaTHOIPABHOI cTaTyca JIMIA
oOosienux on peTkux Oonectu orpanuyeHa je Ha Cjegumene Amepuuke [pxkase (CAL)
KOj€ Cy TIpBe YCBOjuJIe TOCEOHY perynaTuBy y o0iacT peTkux 6omectu jour 1983. roqune,
y3 1o na CAJl uma u BeoMma pa3BHjeHY peryjiaTHBY Koja ce OJHOCH Ha 3al0paHy H
CIpeYaBame TeHeTCKe TUCKPUMHUHALM]E Y O0JIAaCTH pajia U 3aloljbaBama, Kao 'y 00JIacTH
3[paBCTBEHE 3amTHTE U ocurypama. Ca apyre crpane, EBporicka KOMUCH]a je JeBeeceTnx
roJuHa IMOKpeHyla BeIUKU Opoj OMOMEAMIIMHCKHX MpojekaTa, Mel)y kojuma je Omio u

HpOjCKaTa BC3aHUX 3a PCTKC 00JIeCTH U ca TUM IOBC3aHYy np06neMaTm<y. Tume je 1o IpBU



OyT MHCTUTYIMOHAIHO YKa3aHO Ha MOTpedy na ce y okBUpY EBporicke yHHje KpeHe ca
perylmcameM JPYIITBEHOT U MPABHOT cTaTyca 000X O] PETKUX OoJecTH, y3uMajyhu y
003up, TMO3UIHjy BYIHEPAOMIHOCTH HHUXOBOT JIPYIITBEHOT CTaTryca, Kao W TMOCEOHOCT
npaBHOTr cratyca. [leTHaecT roguHa KacHuje ycBojeHa je [Ipemopyka o akTHBHOCTUMA Y
obmactu perkux 6onectu (2009). CTBOpeH je mpaBHU U MOJUTHYKH OCHOB 32 33jeAHUYKY
CTpaTerdjy 3a peTke OoJecTH Kao MOAPUIKY HAUMOHATHUM CHUCTEMHMa 3paBCTBEHE
3alITUTE JpKaBa 4WiIaHWIA EBpOINCKEe YyHHje Yy JMjarHOCTHKOBAWY, JICUCHY W HE3H
000JIeNINX O PETKHX OO0JIECTH, KaKO OM Cc€ CTBOPHJIM YCIIOBH 32 HHXOBO IOTIIYHO
YKJbYUYHBAWKE Y IPYIITBO. Y TOM KOHTEKCTY, pa3Marpa Ce COLMjaTHONPABHU CTATYC JIMIA
o0onennx O peTKUX OO0JIECTH, KOjHU YKJbYYyje W TperieA U aHaIu3y peryjaTHBE O
paHONIPABHOM CTaTyCy JIMIA Ca WHBAJIUAUTETOM, Ka0 M PEryJjaThBe O CIpeYaBamy MU
3a0paHu TCHETCKE IUCKpPUMHUHAIMje Yy JApkaBama EBporicke yHuje — ®DpaHiycke u

Hemauxke.

pyau oeo pacnpae mocBeheH je yTBphuBamy paJHOMPABHOT cTaTyca Jihla 000JIeTuX 0J
peTKux OO0JIeCTH, T/Ie je CTaTyC JIMIa ,,IOroeHuX" peTKuM O0JIeCTHMa Kao 3arOoCIeHUX U
JHIa KOja TpaXke 3amociee, aHATU3UpaH Kpo3 IMOjeIUHaYyHe MHCTUTYTE PAIHOr ITpaBa
(panHO Bpeme, OMOPH M OJCYCTBA, 3alITHUTA 3][paBjba U 0€30€THOCTH Ha paay, CTPYYHO
ocrocobJbaBae M ycaBpllaBame), y3 I0CEOHO HarjallaBamke 3Hadaja peryiucarmba
TeHeTCKe TUKPUMHHAIM]e Y 00JacTh pajia v 3alolljbaBama, Kao M 3alTHTE MPUBATHOCTH
reHeTckux nHpopmanuja. [lopen Tora, y oBoM Aemny, carjiefjana Cy JOKTPUHAIHA pelIeHha
KOja ce TUYy PaJHOIPAaBHOI CTaTyca JUIa ca MHBAIUIUTETOM, Y MOTJe/ly OHUX JIMIA Yuja
je peTtka OojecT jaoBena 10 WHBanuauTera. M Ha Kpajy, ¢ 003MpoM Ha TO, /@ MOjeAnHe
petke Oosiectu oHeMoryhaBajy OwmJIo KOju OOJMK pagHOT aHTaXOBama O0O0JIETUX JIHIlA
UCTpakeHE Cy MOTYhHOCTH ¥ JIOCTYITHOCT OCTBAapHBama IpaBa IO OCHOBY COIIHjaliHE
3amTuTe. OCHOB 3a MPHUCTYNamke HCTPaXHBalky pPaJHONPABHOI U cTaTyca y oO1acTu
COLIMjaJIHE 3aIITUTE JHIa O0OoNeNuX O PeTKux OosecT OMO je KiacudHKalnuja JIULa
obonenmnx o peTkux OoyiecT Koja oMoryhaBa cBeoOyXBaTHO carjieJlaBame IpeaMeTa
ucTpaxuBama. Kao Basban kputepujym kiacudukainuje oapehex je Kpurepujym reHeTcKor

cTaryca M yTulaja Ha paaHy crnocoOHoct. Ilomasehu ox moceGHOCTH T€HETCKOr cTaryca



numa 000JIenuX 0 PEeTKUX Ooject yTBphyje ce MOCEOHOCT paJHOMPABHOT CTaTyca, T Ce
yka3yje Ha motpely mpuiarohaBama ycioBa pafa morpedaMa OBHX JMIAa Kako Ou OHa,
y3umajyhu y 0063up npupoay 6osectu, Ouna pacnopeleHa Ha pajHa MecTa Ha KojuMa Hehe
nohw 0 Toropiiamka KUXOBOT 3IPAaBCTBEHOT CTama. [loceOHO mMoriaBibe OBOT Jelia
noceheHo je mperneay cTama U MepCIeKTHUBA 3alITUTE JTUIa 000JEIHUX O] PETKHX 00JIeCTH
y Cpbuju y obnactu pagHUX OJHOCA WM COLHMja]HE 3alITHTE, y KOME je aHAIM3UpPaH
nocrojeh HOPMATUBHU W WHCTUTYIMOHAIHM OKBHUP Ka0 OCHOBA 32 MHTEIPUCAEE OBUX
JIMIIa Kao KaTeropuje 3arociieHNX U KaTeropHje KOPHCHUKA COIMjalTHUX yciyra. Y Be3u ca
TUM, pa3marpa ce yiora HanmoHanHe cimy:x0e 3a 3aroljbaBame, CIIy:KOU MEIUIMHE paja
KOJI TIOCJIO/IaBalia, Kao M yjora COIHjaHUX MapTHepa y Mpo]ecHOHaTHO] WHTETPaIdju

Ju1a 000JIeIUX 0J1 PETKUX OOJIECTH.

MenuuuHCKONIPaBHN CTaTyC JIMIA O0OJENTNX O PETKUX OOJEeCTH MpPEelCTaBsba MPEAMET
mpehez Oena NOKTOPCKE paciipaBe. Y OBOM JIeNly C€ CTaTyC JHIa O0OJENUX Ol PETKHX
OojecTu Kao MaiyjeHara pa3MaTrpa HE3aBHCHO O]l lbUXOBOT T€HETCKOI cTaTyca U yTHIlaja
Ha paJgHy CIOCOOHOCT, M mocBeheH je mperieny W aHanu3u Mel)yHapoaHe W permoHaiHe
peryiaTuBe Koja c€ OJHOCH Ha CTAaTyC BYJIHEPAOMIIHMX KaTeropHja MalMjeHaTa KakBa Cy
auna obonena on perkux Oonectu. McTpaxkuBame je Be3aHO 3a MEIUIIMHCKOIpPaBHA
nMuTama Koja ce MPBEHCTBEHO OJHOCE Ha MPHCTYN JIeUelmy, all M Ha OHA TMOBe3aHa ca
MPEBEHIIUJOM W JIMJarHOCTUKOM a CBE Ca IMJbeM Kako OW ce MpOHAIUIO OAroBapajyhe
pemieme 3a perynucame craryca y Cpouju. IloceOHO ce HarmamiaBa 3Hayaj OCHHUBamba
CIEIMjaIM30BaHUX €KCIEPTCKUX IIEHTapa 3a MPEeBEHIIH]Y, AUJarHOCTUKY U JICUCHE PETKUX
Oonectu, y3 aHanu3y moctojehux pemema o ynyhuBamy Ha Jeueme Yy WHOCTPAHCTBY,
y3umajyhu y 003up, Baxkehy perynaruBy EBporicke yHUje 0 IPEKOTpaHUYHO] 3/IPaBCTBEHO)]
3alTUTH. MEeIUITMHCKOIPaBHU CTAaTyC Jinila 000JIeNnuX OJ] peTKUX OOJEeCTH pa3MarpaH je y
KOHTEKCTY OCHOBHUX IAallMjeHTOBUX MpaBa, MOCEOHO IMpaBa Ha JOCTYIMHOCT 37paBCTBEHE
3aIlITUTE, TpaBa Ha WHGOPMHUCAHU TIPHUCTAHAK, MpaBa Ha caMmoojpeheme, Kao U mpaBa Ha
MPUBATHOCT M TIOBEPJHPUBOCT 3APABCTBEHUX (M TeHEeTCKHX) mHpopmaija. Y oBOM ey,
onpehena maxma noceehena je u moce0HoOj peryjaaTuBH y 00J1acTH peTKUX 00JIecTH a Koja

je on 3Hauaja 3a MEAMIMHCKONPABHHU CTAaTyc OOOJEIMX JIMIA, Tj. PEryJIaTUBU O ,,0opdaH‘



JIEKOBHMA W PETYJIaTUBU O NMPEBEHIMJU W JHMjarHOCTHIM PETKHX M TEHETCKHX O0JecTu.
[ToceGHO moryaBbe je W oBje mMocBeheHO mperyiey crama M yKasuBamy Ha Moryhe

MEePCIEKTHUBE 3aIITUTE MalrjeHaTa 0001eux o1 peTkux 6osectu y Cpouju.

HcrpaxuBauky paj Ha JOKTOPCKO] paclpaBH 3acHMBA C€ Ha NPUMEHH HPAaBHOT H
HCTOPHjCKOTI' METOJIa, IITO IMOApa3syMeBa Jia ce MyTeM HOPMATHUBHOT M YHOPETHONPABHOT
METO/a Y JeJTHOM Pa3BOJHOM KOHTEKCTY, M3BPIIM aHAIM3a MocTojehe mpaBHE peryjiaTtuse y
oOmacti perkux OosiecTh Ha HUBOY EBporicke yHHje, 3aTUM MoceOHEe peryjaTtuBe y
JpKaBaMa YiaHWIlaMa y OBOj U ca HOM MOBe3aHOj o0nacTu (peryiaruBa O paJHONPABHOM
CTaTyCy JIMIa ca MHBAJIMIUTETOM), ajlH ¥ LIMPE, OJHOCHO JICTUCIIATHBE Y 00JaCTH PETKUX
6onectu Koja je ycBojeHa y Cjeaumenum Amepuukum JprkaBama. ITyrem conmosomkor u
METOJla KOMIIapalrje eMIMPHUjCKUX ToJaTaKka O TOJOXKajy JMIa OO0OJeNuX OJ] PETKHX
0oJiecTH Ha HAIMOHAIHOM HUBOY M3BpIIMhe ce aHau3a COIMjaJTHONPABHUX MOJIEIa BHIIE
JpKaBa y TOIJeny COLMjaIHONPABHOI cTaryca Juna oOONeNuX OJf PeTKHX OoJecTH
yKJby4yjyhu u Mozene GpuHaHCUpama JIEKOBa. Y3uMameM y 003up norpeda u MoryhHocTH
npeioxkuhe ce oxrosapajyhu monen koju ce mMoxe npumenutu y Cp6uju. IIpumenom
aHayioruje ykasahe ce Ha CIMYHOCTH M3Mel)y TojeTMHUX KaTreropuja 3armocieHuX, OJHOCHO
u3Mel)y nuna koja 6oiyjy o1 HEKe peTke OOJeCTH M JIMLA ca MHBAIMAUTETOM YHjH je
noce6aH craTyc Beh mpeno3Har M peryjiucad Kako y Mel)yHapoaHOM, yIOpEIHOM Tako U Yy
nomahem mnpaBy. C 003upoM Ha TO, Ja JUIA ca PETKUM OoJieCTUMa YUHE IMOCEOHO
ByJIHEpaOUIHY KaTeropujy CTaHOBHHUIITBA KOja jJ€ y MAamHHHU, ajd j€ CBaKako JIeo
JPYLITBEHE 3ajeTHHIIC U CTyMNa y pa3In4yuTe APYHNITBEHE OAHOCE, y UCTpaXuBamy he OuTH

KOpI/II_HheHI/I " IpYyru METOAU APYHITBECHO-XYMAHUCTHYKUX HAYKa.
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| IOJAM M CTATYC JIMIIA OBOJIEJIUX O/ PETKHUX
BOJIECTU

1. ITOJAM PETKHUX BOJIECTH

[Tpunukom oapehuBama 1mojMa peTkux 00JIECTH MOJIa3H CE O] OMIITe AePUHUIN]E 3ApaBiba
jep OoJecT ykaszyje Ha HEroBY CYNPOTHOCT, C THM Ja ce moceOHa Maxma rnoceehyje
yIBphUBamy TMOpeKia TEpMHHA pETKe OOJIECTH, M HEroBOr 3Ha4Yema Yy 00JacTu
MEIMIMHCKUX HayKa, JaBHOT 3/paBiba, 3APABCTBEHE IMOJUTUKE W MEAMIIMHCKOT, OJHOCHO
3apaBcTBeHOr mpasa. Ilpema nedununmju CBeTcKe 3ApaBCTBEHE OpraHU3aIMje I0jaM
3[paBJbe TOJPa3yMeBa ,,CTAKE KOMIUICTHE (PU3UYKE, TICUXHYKE U COIMjaJHE A00pOOUTH
KOja ce He cacTOjU camo M3 OICYCTBa GONecTH MM crabocTi.“! 3xpaBibe jecte eK3aKTaH
10jaM | CTame KOje HacTaje Kao Mpou3Bo; Haclieha u okosmHe. HayuHa u cTpy4HA jaBHOCT
NpYXWiIa je J0Ka3e O IITETHOCTU MO 3JIpaBJbe I0jaBa Kao IITO Cy CHPOMAIINTBO, HU3AK
COLIMjAJIHU CTaTyC, COIMjajlHA H30JIallkja, HE3aloCJICHOCT, HEaJCKBATHO CTAHOBAWKE U
pasjacHuia Ja Ha XKHUBOT H 3JpaBJbe¢ HE YyTUUY HCKJbYUHMBO 00O€JekK]ja TojequHIa (HacleaHa
U MoHaIiajHa) Beh Ja 10cTa CHaXKHUJU YTHIA] UMajy 00elieKja IPYIITBEHUX TPpyla KOojuma
TH 0jeAMHIM punazajy.” Yeras CBETCKe 30paBCTBEHE OPTraHU3ALH]e YCTAHOBIbABA [IPABO
Ha 3/paB/be,” KA0 OCHOBHO JbYJACKO IPABO KOje YKJbydyje IpaBO CBUX JbYIH Ha
OaroBpeMeHM M NPHUXBATJbUBU MPUCTYN 3/pPaBCTBEHO] 3allTUTH OAroBapajyher
kBayuTera.! TIpaBo Ha 37paBibe MOpasyMeBa 00aBe3y ApikaBa 1 CTBOPE YCIOBE CBAKOM

rpahanuny na Oyae 3apaB y Mepu y K0joj je To MOoryhe OCTBapuTH, IITO HUKAKO HE 3HAYH

! Preamble to the Constitution of the World Health Organization, adopted by the International Health
Conference, New York, June, 1946.

2 R. Smith, ,,Medicine and the marginalised, They deserve the best, not the poorest, care,“ British Medical
Journal, Vol. 319, Dec. 1999, ctp. 1590.

3 IIpaBo Ha 3apaBBE TapaHTOBAHO je y MelhyHapOOHMM JOKYMEHTHMa O JbYIACKHM IIpaBUMa — Yy
MelhyHapoaHOM MakTy 0 €KOHOMCKHM, COLMjATHUM M KyJATYPHHUM IpaBuMa y 4il. 12 rae ce npu3Haje mpaBo
CBaKora Ha HajBehI/I OCTBApJbUBU CTaHAapA (I)I/I3I/I‘{KOF U MCHTAJHOT 3JpaBJbd, 34aTUM Yy MteyHaposzoj
KOHBEHIIMJH O eJIMMHUHHCAkY CBUX OOJIMKa JUCKPUMHUHAIM]e XKeHa, y KoHBeHIIMju 0 mpaBuMa JeTeTa, Kao 1 'y
KonBennuju o mpaBuma ocoba ca uHBanmaurerom. D. Tarantola et al., Human Rights, Health and
Development, Technical Series Paper #08.1. Sydney: The UNSW Initiative for Health and Human Rights,
The University of New South Wales, 2008, ctp. 3;

* http://www.who.int/mediacentre/factsheets/fs323/en/
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ariCOyTHO M 0e3yCJIOBHO MpPaBo J1a ce Oyze 31paB, 300T yera ce y paay KOPUCTH TEPMUH
ycTrajbeH y mpaBy u mpakcu CpOuje - mpaBo Ha 3APABCTBEHY 3aIUTHTY OJHOCHO jOII
NPUKJIAJHUJU TIPABO HA 3aIITHTY 3/paBjba. Y CJIOBE KOje JIp)KaBa CTBapa M KOjUMa IITUTH
3npaBibe rpahaHa monapasyMeBajy o0e30eheme mpucTyma 3ApaBCTBEHHUM ycCiIyrama,
OCUTYpame 37JpaBuX U 0e30eJHIX yCIoBa pajaa, MH(HOPMUCAHE U eyKalllja CTAHOBHHUILITBA
0 3IpaBIby, OCHI'Yparbe aIeKBATHOI CTAHOBAFbA, 3/PABE MCXpaHe W jexHakocT.” CBa
JbyIicKa TpaBa jecy melysaBucHa, HemesbuBa M Melh)yCOOHO TOBe3aHa, INTO 3HAYU Jia
KpIICKe TpaBa Ha 3allITUTy 3/paB/ba yTUYE HA OCTBAPUBAKE JPYTUX IOBE3aHUX
COLIMjaJIHUX TpaBa, OJHOCHO IpaBa Ha (JIOCTOjaHCTBEH) pajl U MpaBa Ha 00pa30Bame U VICe
versa.® TIpaBo Ha 3amTHTY 34paBba IOBE3aHO je M Ca MPHHIMIIOM 3a0paHe
JMCKpUMUHAIIAjE OJIHOCHO Ca IMPHUHIMIIOM jeJIHAKOCTU. JIMCKpUMUHANM]ja 3HAYu OHIIO
KaKBO TIPaBJbCHC PA3JIMKE, HCKJbYYCHE WU OrPAaHHYCHEC 3aCHOBAHO HA Pa3IMYUTHM
OCHOBaMa KoOje HMajy 3a UWJb WM JOBOJAE 10 HEMOrYNHOCTH WM OrpaHUYeHa
OCTBApHBaMbha OCHOBHHX JbYJACKHX IpaBa M cio6oxa.’ JIMCKpHMHHAIA y CaBPEMEHOM
3HAYCHY je OOMYHO MOBE3aHa ca OCTBAPHBAKEM IpaBa MAprHHAIM30BAHUX JPYIITBEHUX
rpylia Koje Cy y MamuHH'. YOoueHa je TeHIeHuuja 1a OOMYHO, HEONPABLAHO MAHHHCKE
JPYIITBEHE TPYyIe CHOCE TEPET JIOIIe MPUMEHE MpaBa Ha 3aIITHUTY 3/IpaBiba, IITO CE J1aJbe
pedrekTyje W Ha OCTBapHBame APYrHMX IIOBE3aHUX COIMJaTHUX TMpaBa (MpaBa Ha
oOpasoBame  mMpaBa Ha paf) 30or vera kpaj 20. u mouerak 21. Beka oOenexaBa KOHIICTIT
obe36eherva dodamue 3auimume /bYOCKUX NPABA OHUM OPYUIIMGEEHUM 2pynama Koje cy y
MareuHu, ca IUJbEM HBHXOBE MOTIYHE MHTErpaluje y IPYIITBEHY M MpOo(ecHOHAIHY
3ajeqHUIly. 31paBibe 21. Beka oOenexaBajy MpPaBUYHOCT U COJIUAAPHOCT, KA0 M CTaB Ja
HEJeJHAKOCT Yy 3/]paBJby jecTe MOCIeAMIIa HEjeAHAKUX XUBOTHUX MOryhHOCTH 300r yera
Wb CaBpeMEHOr JpyluTBa Tpeba na Oyne ,,0jauaBame” 37paBjba IIyTEM CTBapamba
OKpYy’)Kema KOje BOJM 37paBiby, 3aTHUM LIMPEHEM Iporpama ColMjaiHe MOJpIIKEe, Kao U

'aan,eM Karnanurera MalbUHCKUX W BYIIHEPAOMWIIHUX, OJHOCHO ABUBUX T TBEHUX
Y. 0 , » “ npymr

® Right to Health, Office of the United Nations High Commissioner for Human Rights, World Health
Organisation, Geneva, 2008.

® Ibid., cp.6.

" lbid., ctp. 7.

® Ibidem.
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rpyna.’ MamHHCKe ApYyIITBEHE Ipyle KOjUMa je 3ApaBibe YrpokeHo Oomernlly Kao
(U3UYKOM WM TICUXMYKOM JAUC(HYHKIIMjOM OPraHH3Ma, a YKOJHMKO je joul Ta O0JecT peTka
300r yera ce W KBAIM(PUKY]y Kao IPYIITBEHA Ipyla Koja je y MamHHHU, Y TPAKCH Ce
cycpehy ca mpoOinemuma HeMOTyhHOCTH OCTBapuBama, a 4eCTO M KpIICHa OCHOBHUX
JbYJICKUX TIpaBa, MPBEHCTBEHO IpaBa Ha 3aIlITUTY 3/IpaBjba, a 3aTUM M OCTAINX MOBE3aHUX
npaBa. [Ipeno3HaBame M W3/ABajalbe OBE JAPYUITBEHE TIpyle, LITO jeé MU YCIOB 3a
OCTBapHBamkE¢ HUXOBUX T'APAHTOBAHMX ITIPaBa, MOJATHO j€ OTEKAHO YUEHLCHHUIIOM JIa JIaHAC
HE MMOoCTOju ommrenpuxBaheHa AeduHunMja peTkux 6onectu. OapehuBame mojmMa peTKux
OonectH, a caMuM THM H JIuepeHIpame JMa 00O0JeNuX Of PEeTKUX OO0JecTH, Kao
noceOHe APYIITBEHE IPyIIe, 01 KIbYUHOT je 3Hauaja 3a carjie/[aBame U 32 aHAIN3Y HBUXOBOT
NPaBHOI CTaTyca, Kao M 3a 3allTUTYy COIMjaHUX IIpaBa JIMIA OOOJIEJIMX OJ PETKUX

00JIECTH.

1.1 Ilpobaemmn y nepuHMcamy peTKHX 00JieCTH

3a ompehuBame ToOjMa pEeTKUX OoJecTH MOTPEOHO je 00jaCHUTH 3HAYCHE U YHmoTpely
TEpPMHUHA ,,peTKa 00JIeCcT™, OHOCHO UCTPAKUTH KaJia je OBa ped MPBU MYT yIOTpeOIbeHa, U
y KOM KOHTEKCTY, ¢ 003UpOM Ha TO Jla ce MPEerJIeJIOM HayyHe U CTpy4YHe JUTEepaType MOTry
YOUMTH J[Ba TEPMHUHA KOja c€ OOMYHO KOPHCTE Ka0 CHHOHUMH — peTke 0ojecTu U ,,oppan®
6onectu. TepMHUH peTKe OOJECTH pe3yiTaT jeé KOMIPOMHCA Y 3aJ0BOJbEHY PA3IUUYUTHX
MHTEpeca — MHTEpeca NalyjeHara, Jekapa, hapmaleyTcke HHAYCTpUj€ U jaBHE BIAcTH, KOjU
Cy MHHIIMjaTHO YUECTBOBAIH y CTBapamy Kateropuje perknx 6omectn.'® M3BopHo, TepMuH
,»peTka 0ojecT HUje MEeIUIMHCKH MojaMm, Beh MmojaM Koju je MpBH MYT YNOTPeOJbEH Y
KOHTEKCTY ycBajama 3akoHa O ,,0phaH JeKOBHMAa, OJHOCHO JIEKOBHMa cupounhuma y
Cjenumenum AmepuukuMm JlpxxaBama (CAJL) 1983. roguue.'t Jom KpajeM IIe3/IeCeTuX

rojauHa JBajgeceTor Beka y CjenumenuM AmepudkuM Jlp:kaBama yka3aHO je Ha MoTpedy

% N. Prestova, ,,The Right to Health for Vulnerable and Marginalised Groups: Russia as a Case Study,“ y B.
Toebes et al. (eds.), The Right to Health, A Multy-Country Study of Law, Policy and Practice, Springer, 2014,
ctp. 341.

9°C. Huyard, “How did uncommen disorders become , rare diseases*? History of a boundary object
Sociology of Health & Illnes, Vol. 31, No. 4, 2009, ctp. 463 — 477.

1 Ibid., cTp.465.
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pemaBama MpodsIeMa JTOCTYITHOCTH JIGKOBAa Ha3BaHUX ,.cupouuhu® (err. Orphan) wim
,oeckyhunim® (enr. Homeless).? Peu je o nexoBrma koju HECY 61IH 0XOOPEHH 3a JICUCHHE
JbYII, OJJHOCHO OHM C€ HHCY MOTJIM KOPUCTHUTH Yy Tepamujcke Beh y T3B. XeMHjcKe CBpXe
(Hmp. peareHcH 3a J1a0OPATOPH]CKY m/IjarHOCTI/IKy).13 logune 1968, na 3axrteB pymTBa
6onmHnuKuX (papmaneyra, MUHHCTApCTBO 32 XpaHy U JICKOBE Je(UHUCATIO j€ JIUCTY JEKOBa
MOJT Ha3UBOM ,,JICKOBH cUpounhu, 0JHOCHO ,,opdan‘ nexoBu. OBa mucTa je oOyxBaraia
CBE KaTeropvje JICKOBAa 3a KOje HHJe IIOCTOja0 EKOHOMCKHM HHTepec QapmareyTcke
uHaycTpuje Aa ux npousBoau. CemamzaeceTnx roaumHa nBagecetor Beka y CAJl-y,
JeKOBHMa cupoYrhuMa, OJHOCHO Hempo(UTAOMIHMM JIGKOBUMA CMAaTpaHH Cy JIGKOBH 3a
JeYeHhe XPOHMYHUX O0JIECTH, JISKOBH Y MOCTYIKY 100Hjama 0100pemma, JICKOBH 3a JICUeHhe
emugeMuja y seMibama Tpeher cBeta n HenatenTHpanu nekosn.' HasuB je kacHuje mpeyser
U yHeT y 3akoH o jiekoBuMa cupourhuma u3 1983, koju je nexoBe cupounhe nepuHucao
ka0 HempoduTabuiHe Iekose.'> AMaHaMaHOM Ha 3aKOH O JIeKOBMMa cupounlimMa H3
1984. romuHe HampaBJbeHa je pasznuka u3Mely HenmpoHuTaOWIHHUX JIEKOBa, ca jeaHe, U
JICKOBA 3a JleueHe peTKHX Oomectn, ca apyre crpaxe.'® Ilpema 3akoHy o JeKoBHMA
cupounhuma u3 1984. roaune, cTaryc JiekoBa cupounha uMajy JICKOBH 3a JICUCHhE 00JIeCTH
koje wiu 1) morahajy mame ox 200 000 muna y Cjenumenum AMepudkuM J[p:kaBama wim
2) Bume ox 200 000 anm ymje nedeme cTBapa Benuke TpouikoBe y CAJl-y, 30or uera
dapMareyTcka MHIyCTpHja HeMa eKOHOMCKHM HHTEPEC Ja TAaKBE JIEKOBE IPOM3BOIH.
MehytiM, y amepuukoj MpakcH, APYrd ciydaj (ka0 W Ha3WB) HHjEe 3a)KHBEO, Ma Ce
JekoBrMa cipounhinMa cMaTpajy JIeKOBH 3a Jiederbe peTKuX 6onecti.™® Y neto BpeMe Kazna
je pemaBaH mpoOJeM JOCTYIMHOCTH JIEKOBa cupounha, JIIa ca pa3InduTUM XETEePOTreHUM
nopemehajuma nouena cy aa ce yzlpy>1<yjy,19 ca IMJbEM JIa Ha OCHOBY ,,pETKOCTU" FBUXOBOT

3APAaBCTBCHOI' CTamkad, OJHOCHO peTKOCTI/I/HCHOCTynHOCTI/I JICKOBA 3a JICYCHC, OCTBApC

2 1bid., crp. 466.

'3 Ibidem.

¥ Ibidem.

> Ibidem.

M. Angeles Villarreal, Orphan Drug Act: Background and Proposed Legislation in the 107th Congress,
CRSReport for Congress, ctp. 2, IOCTYIIHO Ha:
http://www.law.umaryland.edu/marshall/crsreports/crsdocuments/RS20971.pdf

" Ibidem.

18 C. Huyard, op. cit., ctp. 466.

9 Ibidem.
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CBOja yCTaBHa W 3aKOHCKa IpaBa, M Ha Taj HAYMH IIOCTaHy ,,BHJJbUBA“ Yy OKBHUDY
JPYIITBEHOT W MpaBHOT cuctema. Tpeba umaru y BUAY J1a je, CBE /10 KaCHUX IIEe3AECeTHX
TOJMHA JBAJICCETOr BEKa, TEPMHH ,,peTKOCT mopeMehaja kopumheHa pa o3HA4U
KapaKTepUCTHUKE KOje je JeKap Tpebao Ja y3Mme y 003up Kaja MOCTaB/ba JUjarHO3y KOJ
036mbHNX Gomect,”’ a He M Kao moceOHA Kareropuja OolecTH. Y MEIUIHHCKO)]
JUTEpaTypH, KaTeropuja peTKuX OOJecTH HHUje MocTojana Beh ce OHa Kao eKOHOMCKO -
coyujarHu nojam, a Kao NoOcieouyd eKOHOMCKO-COYUujartHux nompeba oopehenux
opywmeenux epyna mojaBmia y CjenumenuM Amepuukum [IpkaBama CpeaHHOM
CelaMJIeCeTHX TOJMHA, Yy KOHTEKCTY YyCBajama 3aKkoHa O JiekoBuMa cupoumhuma (1984),
IITO 3HAYW Jla KaTeropuja peTKux O0JIeCTH HUje MEAUIIMHCKA KaTeropuja Tj. HUjE ped O
rpynu OoONeCTH KOja je WHUIMjalHOo Owia AeuHHCAHA OJf CTpaHE JieKapa y OKBUDY
BUXOBOT pajila WIK MCKYCTBa ca OBUM OojiecTuMa, Beh &1a je ped o TepMHHY COIHjalHe,
OJTHOCHO 3/JpaBCTBeHE monuTuke. Kareropuja perkux OojiecTH HacTaja je W MpeacTaBiba
pe3yaTaT KOJEKTUBHUX TEXIU 000JICNNX JIUIA 32 PETyIUCAmhEeM HBUXOBOT JPYIITBEHOT U

IIpaBHOI" CTATYyCa.

[ToueB on Tama, perke Oonectd aAePUHUIIY Ce€ Yy 3aBUCHOCTH OJI 3aCTYIJBEHOCTH
ucroJpaBamba Ha ojapeheHoM reorpadckom mpoctopy, kako y CjenumeHUM AMEpUYKUM
HpxaBama Tako u y EBponu u cBery. CymTuHa Hjeje ¥ €TUYKH OCHOB 332 HAacTaHaK U
3aKOHCKO TIPETO3HaBamke€ KaTeropuje peTKUX OOJecTH TMoBe3aH je ca oxapeheHum
MCKYCTBEHHM KapaKTEepUCTHUKaMma ,,peTKOCTH - ca eMOIIMOHAIHUM ocehajem mpasne, jep y
TPEeHYTKY jaebare o ycBajamy 3akoHa o jekoBuma cupounhuma y CAJl-y E6mu Majepc
(Abbey Meyers), majka metera obonenor ox Typeosor cunapoma (Tourette syndrome),
onucyjyhu cBOj pa3roBop ca CHHOM O HeroBoj 00JIECTH peKJia je: ,,IPUYaId CMO O MPOPUTY
U TYOUTKY, TPXKUILTY U (apMalleyTcKoj MHAYCTPUjH, HA IITA j€é MOj CHH PEeKao, MaMa TO

“Zlﬂpyra KapakTepucTuka je Omia Ta Ja je ,,peTKOCT CHHOHHUM 3a

HUje MPaBEIHO...
HEBUJBUBOCT, ajJdM HE Yy MEIUIMHCKOM CMHCITy, Beh J[pylITBeHa, OJIHOCHO

WHCTUTYIIMOHAJIHA HEBUJIJBUBOCT, JIOK je Tpeha kapakTepucThka HEJacCHOCT, jep JaHac

2 |bid., ctp. 464.
! Ibid., cTp. 467.
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petka GollecT 03HaUaBa OHY GOJECT 01 Koje Goiyje Manu 6poj Jbyau,” anm oBa crama cy
OpojHa ¥ rI00aTHO TocMaTpaHo norahajy Benuku O6poj Jpyau. 13 oBora ce 3akipydyje na, y
OCHOBH HAaCTaHKa KaTErOpHje PETKHX OOJIECTH HUCY MEIMIUHCKHU pasios3u Beh corujaiHe
noTpede Jbyau OOO0JIEIUX OJ] Pa3IMUUTUX OOJIECTH KOje MX OHeMmoryhaBajy ma ocTBape
OCHOBHA JbY/ICKA IIpaBa M Jia C€ MHTETPHINY y APYIITBEeHY 3ajequuiy. OBo yka3yje Ha TO
Ja je mojaM ,,peTke OolecTH™ y OCHOBHU MPaBHU I0OjaM, OJHOCHO I0jaM COLHjaTHOT H
MEJUIIMHCKOT TpaBa (M3pa3 CONHMjaTHUX NOTpeda) KOjU j€ BPEMEHOM 3aKHBEO U Y
MEUIIMHCKO] MPAKCH M YCIOBUO JaHAIky n3MeHy MelyHapoaHe kinacudukaiuje 6oaectu
CBercke 3IpaBCTBEHE OpraHu3alldje y TMpaBlly IpHXBaTama M H3ABajarba IOCEOHE

Kareropuje 00JIeCTH — KaTeropuje T3B. PETKUX OOJIECTH.

1.1.1 ledunucame nojma perkux 6osectu y npaBy Cjennmennx Amepuukux Jp:xaBa
Hedunucame perkux Oonectu y CjenumeHum Amepuukum J[prkaBama Bexe ce 3a Mepuol

paHMX OcaMEeceTHX roJMHa JBAJECETOr BEeKa, W 3a MpOIleC yCBajama 3akoHa o ,,opdan
JIEKOBHMa, OJJTHOCHO O JIeKoBUMa cupourhuma 1983. rogmune, 10K ce je caM TEPMUH PETKUX
0oilecTH Kao Kareropuja I0jaBUO CPEAMHOM CelaMIeCeTHX TIoJuHa JBAJECETOr BeKa.
[Torpeba 3a neduHUCamEM KaTeropuje peTKuX OOoJecTH HacTaia je Kao Mocieauia
npobiieMa TIOCTYIHOCTH ,,opdaH‘ nekoa. Hamme, 1962. roqune Kudosep — Xapucosum
amanamanom (enr. Kefauver — Harris Amendment) na 3akOoH O XpaHH, JIEKOBUMA |
ko3MeTndkuM cpeacteuma (1938) npensubha ce ob6aBe3a mpyxkama J0Kaza 0 ePUKACHOCTH
(hapMarieyTCKIX Mpom3Boa Koju cy y mpomery ox 1938. rogune.”® To je 3uaummo xa cau
(bapMarieyTcKi MpOU3BOIAM MOpajy OUTH PEBHIMpPAHU y CKIAaTy ca HOBUM CTaHIapAHMa
WM TIOBYYEHM Ca Tp)KI/IHITa.24 Mehy muma mojaBuiIM Cy c€ OHHU KOJU HHCY OWiIn
peBUIMpPAaHN ajl HU MOBYYEHM ca TPXKUILUTA, U KOJU Cy C€ Ha3uBajM ,,cupounhu* (eHr.
Orphan) nmm ,,0eckyhuunu® (enr. Homless), a xoju cy ce Moriau noOMTH y OONHHUYKUM
amorexama.” Toxune 1968. Ha 3axTeB Amepuukor ApymTBa O0JHUYKHUX (hapmarieyTa (eHr.

American Society of Hospital Farmacists), MunucTapcTBO 3a XpaHy U JCKOBE YCTAHOBHUIIO

211. Kpajuosuh, J. Apcuh, JI. Jommh, A. Munouesuh-Teoprujes, Jb.Tacuh, B.Mapunkosuh, . IIpoyena
3HAA U cMasosa apmayeyma o pemkum 6Goiecmuma u JeKosuma 3a pemke 6orecmu,” Acta Medica
Medianae, Vol. 52(2), 2013, ctp. 23.

23 C. Huyard, op. cit., ctp. 465.

Ibid., ctp. 466.

% Ibidem.
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je ma ce ,,opdan JIeKkoBUMa cCMaTpajy OHH JICKOBH Koje (hapmaleyTcka MHIYCTpHja HUje
3aMHTEpEeCcOBAHA Ja MPOM3BOAM 300T Majne MOTpakie 3a muMa.”’ MehyTuM, 3akoH 0
,opdan* nekoBuma u3 1984. ronune, ,,ophan craryc mpeaBuha 3a ABe Tpyrne JEKOBa —
JIEKOBE 3a PEeTKe OOJIECTH W 3a HenmpohuTaOMIHE JIeKOBe. 3aKoH mpenasuha aa ce ,,oppan™
JeKOBUMa cMatpajy 1) JeKoBH 3a jeueme OHUX OoyecTd Koje morahajy mame ox 200 000
mina y CjenumennM AMepudkuM J[pkaBama u 2) oHHX OosecTd Koje morahajy Buine ox
200 000, amu xoju He goHoce mpoduT mpousBohaurma. OBUM 3aKOHOM C€ j€ MPBH IIYT
neuHHCaANTa KaTeroprja peTKUxX 0O0JIECTH, TAKO IITO Cy C& pemKum Oolecmuma cmampanie
cse bonecmu koje nozahajy marwe 00 200 000 nuya y Cjeournenum Amepuuxum Jpoicasama.
3akspydyje ce Ja je HacTaHak Kateropuje petkux oonectu y CjenumennM J[pkaBama ycKo
BE3aH 32 CKOHOMCKH UHTepec (apMalieyTcke HHIYCTpHje, Kao U 3a MPoOJIeM JIOCTYITHOCTH
,»OphaH" JeKOoBa HAa aMEPUYKOM TPXKHUIITY, HITO j€ YCIOBHJIO W KacHHje IcQHHUCAHEC
pPETKHX OO0JIECTH HAa OCHOBY KPHUTEPHjyMa BUXOBE y4eCTAIOCTH, OJHOCHO IpeBaieHIe. To
je, mamely ocranor, u OWo pazyior 300or uera Qapmareyrcka HHIyCTpHja HUje UMala
€KOHOMCKHM MHTepec Jia MPOU3BOIMU JIEKOBE 3a Jieuewe OoyiecTH Koje morahajy mamu 06poj
seynu. [lpema nedunHumjn AMepruKke arcHIMje 3a XpaHy | JIEKOBE, pETKE Cy OHEe 0ojecTn

anja je yaecranoct jenan oboreo Ha 1250 muma, oxrocHo 0,08%.%

VYcBajame 3akoHa 0 ,,opdan“ nekosuma (1983) mpatuio je yapyxusame 00oiennx mrma®®
¥ FMXOBH 3aXTEBH 3a OCTBAPUBAMGEM IPaBa KOja MM YCTaB H 3aKOHH rapantyjy.2® IIpucrym
,OpdaH* JeKoBMMa M CHCTEMY 3JIpaBCTBEHE 3aIlITUTE OMO je camo jedaH O]l 3axTeBa.
OcTtBapuBame CBUX COLMjATHUX IpaBa Koja yKJbydyjy IpaBO Ha oOpa3oBame, MPaBO Ha
COLIMjaJIHy 3aIUTUTY, KA0 U MPaBO Ha paJl JeCTe HEONXOJaH YCJIOB 3a MOTIYHY UHTErpalyjy
auna oOoJIeNIMX OJf peTKuX OosiecTd y ApymTBeHy cpenuHy. C o03UpoM Ha BEJIUKY
XETEepOreHOCT OO0JeCTH 3a 4YHje JIeUeHhe ce KOpHUcTe ,,opdaH JIeKOoBH, ,,pETKOCT came
Oosectu jecte KpUTEpHjyM Koju omoryhaBa na oBa JuIla IOCTaHy INpENO3HAaT/hUBa U

BUJJbMBA Yy OKBHUPY HPAaBHOI cCHUCTeMa. Tako je KpUTEpHjyM ydecTallocTh OojiecTH Ha

*® Ibidem.

2" 1. Kpajuosuh, J. Apcuh, JI. Jorh, A. Munowesuh-T'eoprujes, Jb. Tacuh, B.Mapuuxosul, 0p. cit., ctp. 23.
Cenamzecetux roanHa ocHoBaHa HamuwonanHa opranm3aunuja 3a perke nopemehaje (edr. National

Organization for Rare Disorders). Rare Diseases Act, Public Law 107-280-Nov, 2002.

2 C. Huyard, op. cit., ctp. 465.
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onpehenom reorpadckom mpoctopy moueB oa 3akoHa o ,,opdan” nmexoBuma u3 1984.
TOJIMHE TIOCTa0 KPUTEPHUjyM 3a jAeuHHCcame peTKkux Oonect, He camo y CjenumeHuM

Awmepuukum JIpxaBama Beh kacHuje u y EBporu u CBeTy.30

Cjenumene Amepuuke JlpkaBe 2002. romuHe goHene cy W mocebaH 3aKOH O PETKUM
Gonectima®t KOjH TIpey3umMa JAePUHULIA]Y PETKUX OosiecTH U3 3aKoHa o ,,0phan’ 1eKkoBuMa
(1984). Perke OonecTh W CTama yKJbYydyjy XaHTHHITOHOBY OOJIECT, aMHOTPOPHUYHY
narepanny ckieposy,>? Typeos cumapom (eur. Tourette syndrome), Kponosy Gouecr,*

mctHany Gpuoposy,> muctnnosy® u Jumenosy mummhiny guctpodujy®® (enr. Duchenne

% Ibidem, ctp. 464.

*! Rare Diseases Act, Public Law 107-280-Nov, 2002.

%2 AMuoTpo(MUHA JaTepalHa CKIepo3a je GoJecT Koja crmaga y o00/beHma MOTOPHOT HeypOHa Ie IMOCTOjU
KOMOUHOBaHO omiTeheme eHTpaltHor U nepudepHor HeypoHa. O6oJbemhe je mpBH MyT onucao 1869. roaune
®panny3 XKaa Mapren [apko (1825-1893). V3pok Oomectn je Hermo3Hat. Ha MapujaHCKUM OCTpBUMA U Y
HEKUM aMEepHYKHM ¥ €BPOIICKMM MOpOJHUIaMa ONHCAaHU Cy HopoxndHu ciydajeBu. Oko 10% ciydajeBa je
HacsieHo. OcTajM cy HaCTalu Kao aMUOTPOGHYHN CHHAPOM KOJ CH(UITHCA, Kao MOCIeaNa TpayMe KHIMEHE
MOXKAMHE, HeTJIe ce HaBOJAW CyMiba Jia je mocieanna Behe KOHIEHTpaluje MaHraHa y 3eMJbd. HaBoaum ce u
MOTYhHOCT yIlore CIiopuX BUpYyca WM ayTOMMYHHX IIpoIieca Y HaCTaHKy o0oJbema. Tok Oonecty je Hajuenthe
xpoHu4aH. bonect odbuuHo Tpaje 3-4 roauHe. Cry4ajeBu ca CIOPUjUM TOKOM Mory Tpajatu 5, 10 wiu Buie
roguHa. Texa je mporHo3a 3a crapuje OojecHuKe. Y3 crpoBoljeme jedewma Tpeba BOIAWTH padyyHa O
OosilecHUKY Ja ce He oceha HamylITeHMM W O€3HAZEKHUM ciydyajeM. BaxkHa je Hera OoJieCHHMKAa W PaJHO

cewe

neurologija, VII dopunjeno i preradeno izdanje, Institut za struéno usavrSavanje i specijalizaciju zdravstvenih
radnika Beograd, Beograd, 1980, ctp. 223.

%3 Kponoga (Crohn) Gouect je XpoHH4HO 3amaberbe Koje 3axBara Hajueinlie TAHKO, i e MOXKe [POLIMPHTH
u Ha nebeno upeso. PeTka je y neue, a wemrha y ajosiecueHara U oApaciuxX. Y3pok OOJIeCTH je Helo3Har.
BonecT mounme Harjgo WM MOCTENEHO. boJecT je XpoHWYHAa M TPOTPECHBHA Y3 BENMKE WHIMBHIyaTHE
Bapujarje. [IporHo3a Gonectu je 030mipHa. Y3 oaropapajylly Tepamnujy W XWUTHjEHCKO-IHjETETCKH PEKUM
b je Jla ce HITO JIyXe OIpxu Jo0pa kouauimja GonecHuka. D. Mardesi¢, Pedijatrija, ¢etvrto preradeno
izdanje, Skolska knjiga, Zagreb, 1989, ctp. 744.

¥ Iluctnuna (puGpO3a MIM MyKOBHCIIHIO03a je ayTOHOMHO-PEIIECHBHA HACIEIHA GOJNECT y KOjoOj MOCTOjH
JUC(YHKIMja CBUX €r30KPHHUX KJIe3[a, HAPOYUTO MYKO3HHX JKJIe3/a MaHKpeaca, OpoHXa, LpeBa U 3HOjHHUX
xie3na. OcHoBHY nopemehaj je aOHOPMAaJIHU CacTaB M KOJIMYMHA MYKOIPOTEHHA U CIy3U MYKO3HHX JKJIE3/a.
3060r Tora je cily3 rycra, KHijiaBa U JISIJbUBA, Ma Ce JIAKO 3aIlyllle U3BOAHM KaHanuhu jkje3/a, HITo JOBOJH 10
MaToJIOIIKAX MPOMEHA Y HABEICHUM OpraHuMma W muxoBe auchyakunuje. D. Mardesi¢, Pedijatrija, Cetvrto
preradeno izdanje, Skolska knjiga, Zagreb, 1989, ctp.736.

*® ucruHo3a je mopemehaj MeraGom3ma aMUHOKHCEMHE mUcTHHA. TO je ayTOHOMHO-PEIIECHBHO HACIICIHA
Gostect obernexeHa HaKyIJbarkbeM BEIMKUX KOJMYMHA CII000IHOT IIUCTHHA HEBE3aHOT 3a IpoTenHe y henmjama
pOXEbaue, KOIITAHE CPXKH, JTUM(HUX YBOPOBA, FPAHYJIOLUTA U PETHKYJIOCHAOTETHUX helHja U emUTETHUX
henuja 6ybpexnux TyOyna. Hajrexxu obauk ce 3aBpiaBa cMphy y MpBoj JielleHHjH kxuBoTa. MHTepMeanjapHu
WM aJI0JIECHIEHTHH OOJIMK ce 3aBpliaBa CMphy y IIKOJCKOM mim ajnojiecueHTHoM n00y. IToctoju u tpehmn,
OGeHurHu 00JIMK KOjU Ce OTKPHBA Y OJPACIHX TJe I0CTOj€ CaMO CUMITOMHM Ha o4MMa. TeparijcKu MoKyIaju
ca IUjeTOM ca OrpaHHYCHEM LUCTHHA HUCY Jand ovekuBaHe pesynrtate. D. Mardesi¢, Pedijatrija, Cetvrto
preradeno izdanje, Skolska knjiga, Zagreb, 1989, ctp. 153.
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muscular dystrophy).®” Jlanac y Cjenumennm Ameprukum JpxaBama 30 MHIHOHA JbYIU

. 38
Ooutyje oJ1 HeKe peTke 00JIeCTH.

1.1.2 [Jlepunucame nojma perkux 6osectu y npasy EBponcke ynuje
YcBajame TepMUHA ,,peTKe 0oJecTH U BUXOBO AeduHucame, Ha HUBOY EBponcke yHuje,

3aro4YeTo je Yy KaCHUM OCaMJIeCeTHM TOJMHaMa JIBaJeCeTOr BeKa, HAKOH YCBajama U I10
yrieay Ha peryiatuBy o ,,opdan” nekoBuma y CjemumeHuM Amepuukum [IpxaBama.
[TpoGnem ,,opdan 1ekoBa OTBOPHUO je podieM AehUHNUCAkhA KAaTErOpUje PETKUX OOJIECTH,
Ha WcTH HaynH kKao u y CjenumeHuM AmepuukuM Jlp>kaBama, anm ca JpyradujuM
mubeBnMa. Hamme, y Cjemumennm [[pkaBama mpoOiieM ,,opdaH™ jekoBa Be3aH je 3a
npoOJieM HUXOBE HENpoPHUTAOMITHOCTH 3a (apMaleyTcKy HHIYCTpUjy u 00e30ehema
JOCTYITHOCTH JICKOBA HAa aMEPHYKOM TPIXKHUINTY INTO OJroBapa Hjcjama JMOepalHOT
KOHIICTITA HA KOME CE 3aCHMBAa aMEPUYKH CHCTEM COIMjaJIHE CHUTYPHOCTH. 3a Pa3JIuKy O
CA/I-a, mpobnem ,,opdan* nexoBa y EBporickoj yHUjH, jecTe TpoOiieM IpikaBa WIaHHIA J1a
00e30eie TOCTYIHOCT 3/IpaBCTBEHE 3aIITUTE CBUM IpaljaHUMa IO jeIHAKHM yCJIOBHMA M
na o0e3bene oApkHBO (PUHAHCHpamEe cHCTEMa 3[paBCTBEHE 3allTUTE, jep je BehuHa
€KOHOMCKO — COLIMjaJIHUX CUCTeMa JipkaBa EBpolicke yHHje 3acHOBaHA Ha MPUHIUITMMA
IpxaBe Ojarocrama M BEJIWKOI YTHIIaja jaBHE BJIACTH Ha (DYHKIIMOHUCAHE 3/IPAaBCTBEHOT
(Ka0 ¥ COIMjaTHOT CHUCTEMa) IITO YKJbydyje W Opury 3a (uHaHcHpame U 00e30eheme
MEAMIIMHCKUX CpPEeACTaBa, OJHOCHO ,,0pdan’ nekoBa. Pasnuke y Moaenuma v mpUHIKUIIMA
cucrteMa conujanHe curypHoctu usMmely Cjenumenux Amepuukux JlpkaBa, ca jeaHe, U
EBporicke yHuje, ca apyre cTpaHe, 10BeJ€ Cy U 10 pa3iuKa y UeJHUM KOHIIEITUMA KOJH CY
YCJIIOBWJIM TIPaBHO peryiucame ,,opdhan jgexkoBa, ¢ TUM Ja je pe3yarar OMo UCTH —
perynucameM ,,opdaH® ynekoBa 1m0 audepeHiMpama U AedUHHCAma KaTerOpHje PETKHUX
6onectu. Hanme, 1ok je mpobnem ,,opdpan’ nexkosa y CjenumenuM Amepruykum Jlp>kaBama

610 mpobseM HUXOBE HEMPOPUTAOMIHOCTH 3a (papmaneyTcky WHAYCTpujy, Yy EBpomnckoj

% Jumenosa MumuhHa aECTPodHja je MPOrPeCHBHO Mpomagame Muiiha Koje JOBOIM 10 HEMOKPETHOCTH.
Hacnelyyje ce monHo Be3aHO pelieCMBHO M 110 IpaBUily 000JbeBajy Aedany. TpehinHa obosenux je mocieanna
crioHTane Mmyranuje. C 003MpoM Ha pelaTHBHY NporpecHjy 0omnecTr, 60JIECHHUIN KOjU JYTO JKUBE CBE Cy TEXE
OMETEeHH, Ta Cy BEeJIMKH MEAMIMHCKU M couujanHu npobiem. D. Mardesi¢, Pedijatrija, ¢etvrto preradeno
izdanje, Skolska knjiga, Zagreb, 1989, ctp. 881.

%" Rare Diseases Act, Public Law 107-280-Nov, 2002.

% hitp://www.rarediseases.org
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YHHU]HU, TIpobseM ,,opdhaH‘ eKkoBa jecTe mpodiaeM HUXOBE MHOBATUBHOCTH Kaja je ped o

(hapMaLeyTCKOj HHIYCTPUjH M JOCTYITHOCTH Ka/Ia Cy y ITHTAmby APKABE WIAHMAIE.

CrBapame eBpOICKOT TPXKHIITA JICKOBA PAHUX JICBEIECETUX TOJUHA JIBAJIECETOT BEKa Y3
JIOHOIIICEhe aMepHUYKor 3akoHa o ,,ophan’ ymekoBuma (1983) moseno je 10 mojagaHor
UHTEpECOBamha EBPOICKE (apMaleyTcke WHAYCTPHje, ald M YYECHHKA Y Kpeupamy
collMjalTHE TIONUTHKE W OpraHM3alyja MalHjeHara y ap’kaBaMa 4WiaHWIlaMa, ToceOHO Y
®paHIycKoj, Koja je uMaia Bojaehy ynory y perynucamy ,,opdpaH JexoBa U AePUHUCABY

. . 40
KaTeropuje peTkux 0oyiectu y okBupy EBporicke yHmje.

Foguae 1987. eBpormcke (apmarieyTcke KOMIIAHH]E YIIO3HAJIE Cy C€ Ca aMEPUIKUM
3akoHoM 0 ,,opdan“ nekoBuma (1984) Ha koHrpecy o ,,ophanH® 3ApaBiby OJIPKAHOM Y
Bpuceny y opraHmsaumuji rpyne (apManeyTCKuX HCTpaxkuBaukux nmaGapatopmja.’’ Ha
KOHTpEeCy ce TOBOPWJIO O MOryhHOCTHMa peopraHu3aiuje eBporcke (apmaneyTcke
uHAyCTpHje, y norneny Moryher yHampehema, Kako Ou ce OArOBOPUIIO HOBUM 3aXTE€BHMa
3a oAroBapajyhoM perynatuBoM U MHOBAIMjaMa y OBO] oGmacrn.*? Kao 3aKJby4akK, yKa3aHo
je Ha moTpely 3a ycBajameM CIM4YHE peryjiaTtuBe kao oHe y CjeanmeHuM AMEpHYKHM
JpxaBama, y3 pasnuky Ja ce ,,ophaH* JeKOBH HUCY pa3MaTpalid y KOHTEKCTY mpoduTa u
ryoutka 3a (apMmareyrcKy HHIYCTpUjy, Beh y KOHTEKCTy moTpebe 3a HEHOM JajboM
uHoBaljoM. Mebhy dapmaneyrckum KoMIaHujama Koje Cy jako Mojp KaBajie HWHOBAaLHUje y
0BOj oOnacTu, HcTakia ce Oenrujcka kommnanuja Llencen ¢dapmeneyruka (eHr. Janssen —
Pharmaceutics). Mehyrtum, oBa KOMIaHHWja HHUje MMOAP)KaTa MNPEJIOT 3a JIOHOIICHE
EBporickor 3akoHa o ,,opdaH* JTeKkoBUMa IO YIJIEy Ha aMEpPUYKH 3aKOH. Pazyor je meH
CTaB Jia je aMepHyKH 3aKoH O ,,opdaH* nekoBumMa (1984) KOHIENTyaaIHO HENPHXBATIHHB,
jep He mpaBH pa3nuKy u3Mely ynekoBa 3a oHe OoniecTH U mopeMehaje Koju HUCY PeTKH 3a
Koje ce mpenasuha Beoma cTpora KOHTPOJIa, OJ1 JIEKOBa 3a peTke OojecTu u nmopemehaje, 3a

. . 4 .
Koje TakBa KOHTpona Huje npexsuljena.*’ Tlopen tora, kommannja [lencen gapmeneyTuka

%9 C. Huyard, op. cit., ctp. 471.
0 Ibidem.

*Ibid., cp. 472.

*2 Ibidem.

3 1bidem.
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je Omia mpoTHB HAA30pa jaBHE BJIACTU HAJ (papMarieyTCKOM MHIYCTPHjOM, jep je cMarpala
cebe crmocoOHOM J1a Jiefia €TUYKU U TPEey3uMa OJTOBOPHOCT 33 €BEHTYAJIHE IpEIKe Tpes

cyILOM.44

Nmnak, neBeneceTux rognHa JIBaIECETOr BeKa (apMalneyTcKka HHIyCTpHja je 3ay3esia CTaB O
noTpedu 3a mpoMeHaMa, Kako Ou OJrOBOpHIIA Ha 3aXTEBE M MOTpede caBpeMeHe MeIUINHE,
C TUM Ja jOoIl yBeK HHUje aAudepeHuupana HUTH Je(UHICAHA KaTeropuja peTKUX OOJIECTH.
Behuna npencraBHuka Qapmarneyrcke HHIYCTpHje MHCHUCTHpaia je Ha U3/Bajarby OHUX
Oonectu u mopeMehaja Koje cy UICTOBPEMEHO U 030MJbHE U PETKE, C THUM IITO CE€ KaTeropuja
peTkux Oosiectu He OM OJBajana Of ocTaiux OoNecTH, a u Ouja OuU y carjJacHOCTH ca
MpaBHINMA KOjU ce omHoce Ha Gomectd u mopemehaje koju Hucy perku.® Tomumne 1994,
YeTHPH EBPOIICKE KOMIIAHWj€ KOHTAKTHUpaie cy ¢paHIycku MHCTUTYT 3a 3/ApaBibe U
MEIMIIMHCKA UCTpaXKMBama y Be3u ca ,,oppan mekoBuMma u ,,oppan™ Gosiectuma, 1mTo je
yKa3MBaJo Ja Cy OBE KaTeropHje joIl yBEeK HEjacHe, Te Ja ce He NpaBH pa3jiuka uiMelhy
perknux u opdan Gomecrn.’® Kommanwje cy Tpaxuime capaimby Kako OH ONAKIIAue W
yHaIpexuie passoj cBojux mpomssoxa.’’ ¥V wucro Bpeme, dpaHiycka Biaga je oGjaBiia
Hzeewmaj o ,,opghan *“ 30pasmwy, Koju je mo3Har mnoja HazuBoM Bondos usserraj (eur. Wolf
report).*® M3Bemitaj je ©Mao npecyaaH yTuuaj 3a aedunucame ,,oppan‘ rexosa u ,,opdpan®,
OJIHOCHO PETKHUX Gonectu.* Bondos uszBemraj je nepunucao ,,opdpan” Oomectd Kao
Lrmopemehaje koju ce jaBpajy y 3eMJbamMa Yy pa3Bojy WM Kao Tmopemehaje koju
MIPE/ICTaBIba]y PETKE Gonectu“.” Tlo yrieay Ha aMepuukd 3akoH O ,,opdaH* JeKOBUMA
(1984), perke OGomectu ce aubepeHIHpajy y OKBHPY IIUpEe Kareropwje T3B. ,,ophan
6oiecTH, OJJHOCHO MpeMa U3BeIlITajy, KaTeropujy ,,opdan® 6onectu 4nHe peTke 00JeCTH U
napasuTcke OOJIeCTH KoOje JOMHUHHPAJy Yy 3emibamMa y pPa3Bojy. AKTHBHOCTU €BPOIICKE
dapmarieyrcke WHAyCTpUje W (GpaHIlyCKe BiajJe TMOApKajle cy dYeTupu (QpaHirycke

opranu3zaiyje nanujesata (PpaHiycko yapyxkeme 000Ienux ol MycKyilapHe auctpoduje,

“ Ibidem.
* Ibidem.
*® Ihid., cp. 473.
T hidem.
8 1hidem.
9 Ihidem.
%0 Ipidem.
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Yapyxeme obonenux on nuctuyHe ¢pudpo3e, HanmmonanHa nura o0onenux oJ KaHIepa u
Yapyxewe npotuB XUB wundeknuje) xoje cy 1997. romune dopmupane Esponcky
opeanusayujy 3a pemxe 6onecmu’ (eur. European Organisation for Rare Diseases,
EURORDIS). Moxe ce 3ak/by4uTH Ja Cy, Y IMOYETKY, peTKe OO0JIeCTH IocCMaTpaHe H
BE3WBAHE 3a KaTeropujy T3B. ,,opdaH Oonectw, ymje je aepuHHCAmE HACTAIO Kao
nocjeauIa EKOHOMCKOT BpenHOBama ,,ophaH JeKkoBa M HUXOBOI 3HAYaja 3a
bapMarieyTcKy UHIYCTPHU]Y, ajli ¥ Kao M3pa3 MOJIMTHYKE BOJbE ApiKaBa wiaHua EBporicke
yHHje 3a 00e30ehemeM TOCTYIHOCTH ,,opdaH JIeKoBa, TJe c€ NO0CeOHO H3/Bajajy
akTUBHOCTH DpaHirycke. ¥ TakBUM OKOJHOCTHUMA, MPUOPUTET Cy OWIHN ,,opdaH’ JTECKOBU
OITO j€ YCIOBHJIO TpHUXBaTamke TEPMHHA ,,0pdaH OojectH, NOK ce neduHUCABE U
U3JIBajalbe KaTeropuje peTkux OoJieCTH HUje HaMEeTHYJO Kao 3HauajHo. Mehyrtum, oBe
AKTUBHOCTH Cy OTBOpHWJIC NPOOJEM KBAJUTETa 3[PaBCTBEHE M COLMjAIIHE 3allITUTE JIMIA
o0onenMx O PEeTKHX OOJEeCTH HITO j€ YCIOBHJIO FHHXOBO YAPYXKHBAKHE HAa OCHOBY
KpUTEpHjyMa ,,peTKOCTH M OTBapame NHUTalka OCTBApUBAIKA W 3AIITHUTE YCTaBHUX H
3aKOHCKHUX IIpaBa YUME je CTBOpEHA KaTeropvja pPeTKUX OOJIECTH M JIMIA O0OJEIUX O

PETKHUX OOJIECTH.

EBpoIicka perynatuBa y oGmactd ,,ophan® jexoBa> JOHeTa je Mo yriedy Ha 3aKOoH O
,»opdan‘ nexosuma CjenumeHnx AMepuukux Jlp>kaBa, ca OCHOBHUM LIMJbEM J1a c€ JIMIKUMA
o0OosienmuM of peTKux OojecTH 00e30e1u AOCTYIHOCT W HUCTH KBAJIUTET 3pPaBCTBEHE
3alITUTE Ka0 W OCTAIUM Tpahanuma, o0oyienuM OJ] OHMX OOJIECTH KOje Ce HE cMarpajy
perknm.” JleduHuImMja PeTKHX GONECTH, KA0 H y aMEpPHUYKOM 3aKOHY, 3aCHOBAHA je Ha
YUYECTaJIOCTH HCIOJbaBama ,,PETKOCTH, OJHOCHO IpeMa €BPOIICKO] PEryjaTUBH, pemke

bonecmu cy oume bonecmu koje nozahajy marwe 00 5 auya na 10 000 wyou, u umajy

> EBporicka opraHmsaiiija 3a petke GoIeCTH jecTe eBPOICKa HeBIIaMHA OPraHM3allija Koja mpeacTaBiba 631
opraHmMsaiuja mnanujeHata oO0oJenMX OJf peTkux OoyecTd w3 58 3eMa’ba a OCHOBaHA je ca IMJbEM
MpeaAcCTaBJbatkba MW 3alITUTE IIpaBa W HMHTEpPECAa OBUX JIMIa Ha HHUBOY EBpOHCKe yHI/IjG, JOCTYITHO Ha:
http://www.eurordis.org/about-eurordis

52 Regulation (EC) No 141/2000 of the European Parliament and of the Council of 16 December 1999 on
orphan medicinal products.

53 P Trouiller, C. Battistella, J. Pinel, B. Pecuol, ,,Is orphan drug status beneficial to tropical disease control?
Comparison of the American and future European Orphan Drug Act ,* Tropical Medicine and International
Health, Vol. 4, No. 6, 1999, ctp. 416.
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npesanenyy 00 0,05 %.°* Vpenba o ,,opdan® MEIUIMHCKMM IPOU3BOLMMA, JOHETA je,
u3Mel)y ocramor, u Ja OM Ce OJNIaKIIAII0 OCTBAPHBAKE IMJBEBA IOCEOHOT EBPOIICKOT
ucrpaxkuBaykor nporpama BUOME]] 2 (1994-1998) koju je MOKpEeHYT Kao MOIpIIKA
HUCTpaXMBAKBUMa Y 00JIaCTH PETKUX OOJIECTH YKIbY4Yjyhu U pa3Boj ,,0phaH’ MEAUITUHCKUX

npoyKara Ha HuBoy EBporicke yuuje.”

1.1.3 le¢punucame nojma perkux 6ojectu o crpaHe CBeTcke 31paBcTBEHE OPraHu3aluje
CBeTcka 37paBCTBEHA OpraHM3alja Kao moceOHa opraHm3aldja YjeIumeHHX Haluja

ocHoBaHa je 1948. roguHe ca MUIbeM Ja JejoBamkeM Ha MelyHapoIHOM HUBOY OCHTYypa
HajBehn mMoryhm HHMBO (M3MUYKOT M MEHTAJIHOT 3/paBjhba 3a CBe Hapozae cBera. CBeTcka
3/IpaBCTBEHA OpraHHU3aIlja KOOPAUHUPA JaBHUM 3/IpaBjbeM Ha Mel)yHapoHOM HHBOY, paju
Ha YCIIOCTaBJbathy HOPMHU W CTaHIAp[a, MpyXa TEXHUUYKY MOJPIIKY 3eMJbaMa M MpaTu U
pOLEEbYje TPEHLOBE y 3ApaBcTBY.”° Y 21. BeKy 31paBibe je KOICKTHBHA OATOBOPHOCT M
MoJipa3yMeBa jeHaK MPUCTYI CBUX Jbyau onarosapajyhoj Hesu. Kako Ou oaroBopmiia Ha
n3azoBe 21. Beka MO 3IpaBJbe CBETCKOT CTAaHOBHMIITBA, CBETCKAa 3ApaBCTBEHA
opranmzanuja, 2011. romunHe mnokpeHyna je mpouec pedopMe YUjU Cy UUIBEBU —
no0OJbIIIake 3JIPaBCTBEHUX yciyra, Beha TOBE3aHOCT CBUX YYECHHKAa y OO0JIACTH
3paBCcTBEHE 3amTUTe y3 Boaehy ymory OpraHusaimje y mporecy ocurypama 37paBiba 3a
CBE Jbyle cBeTa U cTBapamwe OpraHusanuje Koja Texu HajBehem moryhem KBanuTeTy
37paBcTBeHHX ycmyra.” Kao mpuopuretn y mporecy pedopme nedunncane cy crenche
o0nacTi JAenoBama — yHamnpeheme yHUBEp3aJHOT 3JIpaBCTBEHOI OCUTYpPama, MOCTH3aHE
MIJICHUjYMCKUX IMJbEBAa KOJH Cy y BE3HM Ca 3/IpaBJbeM CTAHOBHHINTBA, CyOYaBakE H
pelaBame M3a30Ba He3apa3HUX 00JeCTH U OOJIECTH MEHTAIHOT 3/IpaBiba, UMIUIEMEHTAIIH]a
Mel)yHapolHE 3/JpaBCTBEHE peryjarthBe, IMoBehame NpucTyna OWUTHUM UM BHCOKO

KBAJIUTCTHUM MCIUIHUHCKUM IPOU3BOAMMA U CMAKCHEC HejeI[HaKOCTI/I Yy THpuUCTYITY

> Ibidem.

% Regulation (EC) No 141/2000 of the European Parliament and of the Council of 16 December 1999 on
orphan medicinal products.

% http://www.who.int/about/en/

> http://apps.who.int/gho/data/node.who-reform
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3/IpaBCTBEHO] 3aILTUTH pellaBamh-eM €KOHOMCKHX, COI[MjaTHUX U YTUIAja )KUBOTHE U paJiHE

58
Cpe/IMHE Ha 3/IpaBJbe CTAHOBHHIITBA.

VY oxBupy aktuBHOCTH CBETCKE 3/JpaBCTBEHE OpraHu3aiyje, y oonactu peopme nmporpama,
3Ha4ajHy 00JIaCT JeIoBama YMHE U peTke Oonect. Kareropuja peTkux 0ojiecTy rmocrana je
npeMeT WHTepecoBama W jeioBama CBETCKE 3]paBCTBCHE OpraHHM3aldjeé MHOTO HAKOH
ycBajama 3akoHa o ,,opdan” gexoBuma (1983) y Cjenumenum Amepudkum JlpkaBama u
YeTUPU TOJIMHA HAKOH ycBajama Ypezade o ,,ophaH* MEIUIIMHCKUM IPOU3BOIMMA HA HUBOY
EBporicke ynuje (2000), taunuje 2004. roamHe wH3paaoM H3BELITaja IO HAa3MBOM
,IIproputeTHH JiekoBH 3a EBpony u cBer™ ayropa Bopena Karmrana (Warren Kaplan) u
Puuapna Jlejura (Richard Laing), na 6u 2013. roaune Ouia WM3BpIIECHA PEBH3Hja OBOT
u3Bemraja. Perke Oomectn 2013. rogwnae neduHHCaHe Cy Kao npuopumemue Oosecmu,
nopen XpOHWYHE OICTPYKTHBHE Oonectd 1oiyha, OoylecTH Koje Cy TOCIeAuia
KOH3yMHUPama alIkoXoJIa, JIerpecHje, 00JIeCTH IOBE3aHUX ca yrmoTpeOoM murapera, 00JIecTH
KOje Cy MocieauIia roja3HocTy, aujapeje, TyouTka ciyxa, kKao U 00JecTd Koje HacTajy Kao

nociacauna JOIMX HECOHATaTHUX CTa}La.Sg

[TpoGiieM peTkux OOJIECTH MOCMaTpaH je U 'y okBUpy CBETCKE 37paBCTBEHE OpraHHU3aIje
Kao mpobyieM JOCTYNHOCTH ,,0pdaH® JIeKOBa, all M Kao MpoOJieM YKJbyuHMBama PETKHUX
6onectn y mehynapoany knacuduxauujy Oonectu. Ilox yrumajeM npkaBa wiaHUIA
EBporicke yHuje alin M Mpeka OpraHu3alyja HaiujeHta oOoJeNuX O[] PETKUX O0JecTH
(EYPOPIUC, Opdaner), kao u came EBporicke koMucHje Koja je uMaja 3HauajHy yjory y

dopmuparmy Komurtera excriepara 3a perke Goxectn® (enr. European Union Committee of

%  WHO: Our reform story, World Health Organization, 2013, gocrymHO  Ha:
http://www.who.int/about/who_reform/who_reform_story.pdf

% Priority diseases and reason for inclusion, World Health Organization, xocTymHO Ha:
http://www.who.int/medicines/areas/priority medicines/back_paper_bp6.13_6.24/en/

% Kommuter excrepara 3a o6mact perknx 6onectr EBporcke yHuje ocHoBaH je OmrykoM EBporicke koMucHje
ox 30. mosemOpa 2009. roqune (_European Commission Decision of 30 November 2009 (2009/872/EC)) kao
nomohHo Teno EBporicke xommucuje ca muibeM NpUIpeMama M UMIUIEMEHTAallje aKTHBHOCTH 3ajefHULe Y
00yacTé peTkux OONECTH KOJH y CapalibH ca CHCIHjalM30BaHUM TeJIMMa Jp)KaBa WIAHUIIA, PEICBaHTHHM
EBPOICKUM HCTPAXKHBAYKUM HHCTUTYIIMjaMa U HHCTHTYIIMjaMa jaBHOT 3/IpaBJba CIIPOBOJY aKTHBHOCTH Y HHjE
y 0Boj obactn. Mannar Komurera BpeMeHCKH je orpaHuueH u Tpaje 1o kpaja 2013. roaune, na je Omrykom
EBporcke xomucuje o 30. jyna 2013. roaune ( ) OCHOBAaHO HOBO TEJIO
ca HCTHM HaJjIexHOocTHMa — Excmeprcka rpyma 3a perke Ooinectu EBpomcke komucuje (eHr. European
Commission Expert Group on Rare Diseases), moctymHo Ha: www.eucerd.eu/
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Experts on Rare Diseases, EUCERD), pemaBame mpodiema ,,oppan® JeKoBa, U y OKBHPY
CBeTcke 3apaBCTBEHE OpraHusandje, JIe(UHUCAHO je KA0 MPUOPUTET, C THUM INTO je
KaCHHj€ M3BpIIEH YTUIA] U TTIOKPEHYTa HHUIIMjaTHBA J1a HajHOBHja Bep3uja MehyHapoaHe
kinacudukanuje Oomectn (ICD-11) Cercke 3apaBCTBEHE OpraHu3andje YKJbYYd H

KaTeropujy peTkux OOJIeCTH.

Y UzBemrajy CBercke 3apaBcTBeHe opranmsanuje w3 2004. TroaumHe O MPHOPUTETHUM
nexoBuMa 3a EBpomny U cBeT , y OKBUpY Jena o ,,opdan’ 6onecTiMa, IOMHUbY Ce U peTKe
OonectH, ay ce HE W3J(Bajajy Kao moceOHa Kareropuja OOJECTH HUTH Ce Jaje Mperu3Ha
nebununyja. Mehytum, peBusuja oor M3Bemraja u3 2013. rogmHe He HOCH Ha3uB
»ophan“ Oonectu, Beh perke OomecTH, W oOjammaBa 1ga cy ,opdan Oonectu
MHKOPIIOPHCAHE Y KATErOpHjy peTknx Gomectr.’’ V 0BOM H3BEWTAjy, 33 DAsiHKY Of
m3Bemraja u3 2004. romuHe, naje ce MPENHM3HO pasrpaHuyeme ,,0pdaH®, peTkux u
sanemapenux (enr. Neglected diseases) Gosectu, ¥ mpuxBara c€ TEPMHH ,,pETKE OOIECTH"

62
“** Tepmun ,,opan Gomectu*

Kao TEPMHUH KOjU je ,,IIMPOKO mpuxBaheH y peryjaaTuBH.
nojaBuo ce y CjenumennM AmepuukuM Jlp>kaBama 0caMAECETHX M JIEBEACCETHX ToJIuHa
MPONIIOTa BeKa M O3HauaBao je OosecTtd Koje moralhajy Maiau mpoIreHar momysamnije 30or
yera HHje MOCTOjJa0 €KOHOMCKHM HHTepec (apmaleyTrcke HHIYCTpUje Ja HHBECTHpa Y
NPON3BO/IEY JIEKOBA 33 JCYeHe TAKBHX OONECTH — T3B. ,opdan® mexosa.’® Tepmun
,3aHeMapeHe OolecTH T0jaBUO C€ W KOPUCTHO y KAaCHUM [IEBEJIECETUM ToJrHama
IPOLLIOTa BeKa J1a 03HaYM MH(EKTUBHE TPOIICKE O0JIECTH KOje Cy MOocTojalle, Y 3HauajHOM
0pojy, Y yIaJbeHUM MOJpyYrjuMa CUPOMAIIIHUX 3€Majba ca HUICKUM JIOXOTKOM, 300T yera u
HUje Om10 MOryhHOCTH J1a TakBe 3eMJb€ MHBECTUPA]y Y (pMHAHCHpame JIEKOBa 32 HHUXOBO
neuerse.’ OBe GolecTH jgaHac NpEICTaB/bajy — MOCEOHY KATErOpPHjy IIOJ HA3HBOM

3anemapene Tporcke Oonectu (enr. Neglected tropical diseases). ¥ Hsemirajy u3 2013.

T'OOUHEC CTOjPI ,,I[aje TCPMUH PETKEC Oonectu AaHacC MHUPOKO HpI/IXBaheH Y peryjiaTtuBu, U a

%1 Background Paper 6.19 Rare Diseases, R. de Vrueh, Ph.D., E.R.F.Baekelandt, and J.M.H. de Haan, Update
on 2004 Background Paper Written by S. van Weely, PhD. and Prof. H.G.M. Leufkens, Priority Medicines
for Europe and the World "A Public Health Approach to Innovation,” 2013, ctp. 9.

®2 Ibidem.

* Ibidem.

* Ibidem.
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300r ymorpebe TepMHHA ,,peTKE OICTaje M KaTeropuja ,,opdan™ 0oaecTH, U TO OUIO Kao
TEPMHH KOjU yKa3yje Ha amcolyTHH Opoj oOonenux mpema aeduaummju y CjeaumbeHuM
AmepuukuMm JlpkaBama WIM Kao TEPMHH KOjU yKa3yje Ha CTOIy IpEBaJICHIIE
(pammpeHocTH) Gonecru,> npema nepuHunmju  EBpormcke yHI/Ije.“GG Tepmun perke
Oomectn  oOyxBaTa peTke reHeTcke mnopemehaje, peTke KaHIepe, pEeTKE ayTOMMYHE
nopemehaje mmm perke nndexrusae Gomectn.”’ Ipema M3pemrrajy CBeTCKe 31paBCTBEHE
opranuzanje u3 2013. romuHe, pemkum 6Oonecmuma ce cmampajy oxe Ooaecmu Koje
noeahajy jeony ocoby na 2000 wyou unu marve.®® Perke Gonectn Cy OOMYHO XPOHHUYHE U
4YecTo MMajy YTHIIa] Ha ckpaheme )KUBOTHOT Beka. BehnHa 6oect cy TeHeTCKOT MopeKia,
alll MMa M PETKHX MH(PEKTHBHHUX U MMYHOIOLUIKHX OOJIECTH aid M PeTKHX Tposama.’’ 3a

: 70
IMNOJEAUHEC PETKE bonectH y3ponu Cy HCIIO3HATH.

Kpaj 20. u mouerak 21. Beka 00eneKHO0 je KOHIENT JbYACKUX MpaBa u 0de3beheme nonaTHe
3alITUTE TpaBa T3B. MAaprUHAIM30BAaHUX, OJHOCHO BYJIHEPAOWIHHMX WIH pambHBHX
JPYIITBEHHUX rpyna (’KeHa, CTapuX, JeIle, JHUIAa ca HHBAJIUIUTETOM), IPUHIUI jETHAKOCTH,
COJMIApPHOCTH W couujanHe mnpasae. [IpaBo Ha (IOCTOjaHCTBEH) JKUBOT, Ka0 OCHOBHO
JbYJICKO TIPaBO, HEM3OCTABHO MOJpa3yMeBa OCTBApEH-€ IMpaBa Ha 3aIUTHUTY 3/paBiba. 3a
nuna obosena oA peTKux OO0JIeCTH, Y)KUBame MpaBa Ha 3aIlTUTY 37paBiba, y MOYETKY je
nojapa3zymeBanio, kako y CjenumeHuMm Amepuukum JlpkaBama rie ce je NpBU MYT
ynotpebuo TepmMuH ,,opdan* 0onectu Tako u Ha HUBOY EBporicke yHHje Koja je 1Mo yrieny
Ha aMEepUuKy perynaruBy y oBoj oOmactu ycBojuna 2000. rogumHe Ypendy o ,,opdan®
MEAMIIMHCKUM TPOU3BOJIMMA, pellaBame mpodiema obe30ehema TOCTymHOCTH JIEKOBa 3a
Jede-e OBUX OONIeCTH, T3B. ,,opdhaH* mexoBa. MehyTum, mpaBo Ha 3aIITUTY 3]IpaBJba HE

3HauuM camo o0e30eheme MeankameHaTa HEr0 M OCTBAPEHE MOTIYHOI ICUXHUYKOT U

% Croma MpeBajIeHIle Mpe/cTaB/ba 0poj obosenux Ha oapehenom moapydjy Ha 1000, 10 000 mmu 100 000
eKCIIOHUPAaHUX Yy JaTOM MOMEHTY TOocMaTpama, 0e3 o03upa Ha BpeMe HacTajama oOosbema. OHa je mepa
pacmpocTpameHocTH Hekor obosbema. V. D StaniSi¢, V. B. Ranci¢, Praktikum i repetitorium statisticke
metodologije za medicinare sa zadacima za vezbanje, Ni§, 1996, ctp. 52.

% Background Paper 6.19 Rare Diseases, R. de Vrueh, Ph.D., E.R.F.Baekelandt, and J.M.H. de Haan, op.cit.,
ctp. 9.

*" Ibidem.

% |bid., ctp. 5.

* Ibidem.

 Ihidem.
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couujanHor Onarocrama oOonenux juna. Jla Ou ce M3ABOjUWIM M TOCTAM BHIJBUBU Y
OKBHUPY JAPYIITBEHOT U MIPABHOT CHCTEMA, JIUIIA KOja MoBe3yje moTpeda 3a cKymuM, ,,oppan‘
JICKOBHMA YjeJIMHWJIA Cy C€ Ha OCHOBY Kpumepujyma , pemxocmu’’ 1eKoea 3a Jeuerse
,, pemkux “ 30pascmeenux cmarea. Tako je HacTalla JaHallkba KaTeropuja peTkux 00JecTH,
U Kareropuja numa oboliea Ol pEeTKUX OOJEeCTH Koja Cce je M3ABOjuiIa Kao moceOHa
JIpyIITBEHa Tpyna, M uWja norpeda 3a 3alITHTOM 37paBjba CTBapa NOTpedy 3a
00pasoBameM, PaJioM U COIMjaJTHOM 3aIITHTOM YUME ce 00e30el)yje ocTBapeme ComujanHe
KOMITIOHEHTe y AeduHuImju 3apaBiba CBETCKE 3PaBCTBEHE OpPTraHU3aIfje — KOMIIOHCHTE

COIMjAJTHOT OJIaroCTarmka, OJHOCHO COIHMjaJTHE JOOPOOHTH.

PerynatuBa o perkuMm OosectuMma ycBojeHa je mpBU nyT y CjenumbeHUM AMEPHUYKUM
Hpxasama 1983. rogune, ma 6m 1993. rogune, y Jamany, AMaHaMaHOM Ha 3aKOH O
dapmaIeyTcKuM Ipou3BoMMa, peTke Oonectu Ouie neduHrcane kKao 60IeCTH Koje uMajy
npeBaienny ox 0,05% u norahajy mame ox 50 000 JLyzLI/I.n Ha nuBoy EBponcke ynwuje,
petke Oosectu cy aedunucane Ypeadoom o ,,opdan* Meauimackum npoussoauma (2000),
JIOK je JprKaBama 4YiIaHWIIaMa OCTAaBJBEHO Ja came JMedUHUIIY peTke 00JIeCTH Ha CBOjO]
teputopuju. C 003upoM Ha TO, Ja Cy peTke OOJEeCTH peraTUBHO HOBa OO0JIACT
UCTPaXKMBamka, KaKo y 00JaCTH METUIIMHCKHX TaKO Yy 00JacTH XYMaHUCTHUYKUX Al H
NpaBHUX HayKa, NeUHHUCAkEe peTKUX Oonectr y BehuHu apkaBa wiaHuia EBporicke yHuje

BpIIH ce myTeM HannonaaHux mianoBa/cTpaTeruja 3a peTke 00JecTH.

1.1.4 ledpuHucame nojma peTkux 60J1ecTH y Ap:kaBama yianunama EBponcke yHuje mytem
Hanmona/jHux miaHoBa/cTpareruja 3a perke 0oJjiecTa
VYnpaBibame cucTreMuMa 37paBCTBEHE 3alITUTE, TPEMa yroBOoprMa O OCHUBawmy EBporcke

€KOHOMCKE 3aje[JHHIIe M KacHHUje yroBOpOM O OCHUBamy EBporcke yHHje, Halma3u ce y
MCKJbYYMBO] HAJUICKHOCTU Jp>kaBa wiaHuia. OBaj IPUHIIUI 3aCHOBAH j€ HA €KOHOMCKOM
cXBaTamwy YHH]j€, KOJU C€ HaJla3u M y OCHOBU dopmupama EBporicke yHHje Kao 3ajeTHUIIC

npkaBa. TpamunumonanHo, EBporcka yHHja je MMana OrpaHHYEHY YJIOTY y Kpeupamy

™' p. Song, J. Gao, Y. Inagaki, N. Kokudo, W. Tang, ,,Rare diseases, orphan drugs, and their regulation in
Asia: Current status and future perspectives, Intractable & Rare Diseases Research, 1 (1), 2012, ctp.4.
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COLMjalTHE K0 W TOJTHTHKE 3aI0IUbaBarba APKaBa WIAHKIA. ', KIlacHdan MeToa", OXHOCHO
METOJI 3aCHOBaH Ha T3B. ,,jakoM mpaBy” (enr. Hard Law), koju moapa3yMeBa JOHOIICHEC
JUPEKTUBA U MpaBWa, OJHOCHO CTBapame YHH(DOPMHUX MpaBUiIa KOj€ JIp)KaBe WIAHUIE
MOpajy Ja YyCBOje IOJ MPETHOM CaHKIHja HUje TPEeABHNEH Kao METOJI Yy o0JacTh
peryiucama COLWjalHe M 3ApPaBCTBEHE NOJMTHUKE ApkaBa wiaHuma. Mehyrum, 21. Bek
JIOBEO j€ /10 BEJIMKUX €KOHOMCKHMX M APYHMITBEHUX MPOMEHA KOje Cy 3aXTeBajie M MPOMEHE
onHoca EBporicke yHMje y morieny HeHOr yThliaja y OHMM 00jlacTMMa Koje cy J0 Taja
Ouiie y MCKJbYYMBO] HAJJICKHOCTU Jp)KaBa YjaHMLA. 3aXTEBU 3a IIPOMEHaMa y 00JIacTH
colMjaJiHe, ajl W TIOJUTHKE 3amlollbaBamka OWIM Cy CBE NMPHCYTHHjU Ja OM Ha Kpajy
pe3yNITHpAIId CTBapamEeM T3B. ,,HOBE COLMjaTHE MOJUTUKE YHH]jE, C TUM IITO U JaJbe OBa
06IaCT MPUMAPHO OCTAje Y MCKIbYUHBO] HAUIGKHOCTH ApiKaBa WiaHuia. - HOBH TpeHI y
001acTH colMjaiHe MOJIMTHKE MMOAPa3yMeBao j€ JaBame 3Hadaja ,,JOKHUBOTHOM y4yewmY* U
CTBapamy T3B. IPUJIAr0JJbUBE PaJHE CHAre, C TUM IITO OM ce€ aKTMBHOCTHU JIP)KaBE U Mepe
KOje OHa Mpeay3uMa KpeTalie y mpaBily obe30elhema CHIypHOCTH 3aIoCiiekha U COIMjallHe
CHI'YPHOCTH, a HE M CHT'YPHOCTH PajHOT MecTa.  Ilopes Tora, akTHBHOCTH EBporicke yHuje
Kpehy ce y mpaBily aBama Mpernopyka U cMepHUIla 3a obe3beheme comujanine HHKITy31je
JPYIITBEHUX Tpymna Koje Cy y MamHHH, Ka0 M OCHIypama POJHE PaBHONPABHOCTH Ha
Mectnma pana.’” Yiora EBporcke yHHje y 0GNAcCTH CONMjalHe KoOja YKIbydyje u
3/IpaBCTBEHY IOJIMTHKY, y BEIIUKOM JIeTy, OCTBapyje c€ IyTeM WHCTpyMEHaTa T3B. MEKOT
npasa (eHr. Soft law) umju ce mbeBH peanu3yjy y3 momMoh MeTojaa Ha3BaHOT ,,0TBOPCHH
metox koopauHanuje. Kpaj 20. u moderak 21. Beka obenexuia je rmojayaHa MpuMeHa T3B.
HeOpMaJIHUX IMpaBHUX MHCTpyMeHaTa (MHCTpyMEHAaTa MEKOI IIpaBa) OJf CTpaHe
Mel)yHapoJHUX M pPETMOHATHUX opraHuszanuja. CTaHOBUINTA Cy MOJEJ/bEHA y MOTJEAY
OIpaB/IaHOCTU TPUMEHE OBHUX pEryJaTOpPHUX WHCTpyMEHaTa, IMOYeB OJf CXBarama [Ja
rojayaHa MpHMEHa JIOBOJAU JI0 JlecTabmin3anuje Mel)yHapoaHOT HOpMaTHBHOI cHCTEMa U

o0ecMuIlbaBamba HEroBe NMpPUMapHE CBpXE 10 YOJIaXEHUX CTAaHOBHUIITA Jla j€ MpUMEHa

2 D. M. Trubek, L. G. Trubek, ,,Hard and Soft Law in the Constriction of Social Europe: the Role of the
Open Method of Co-ordination,* European Law Journal, Vol. 11, No. 3, 2005, ctp. 347.

" 1bid., ctp. 347.

" Ibidem.

" Ibidem.
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HeOpMaTHUX NpPaBHUX MHCTpyMEHATa, OJHOCHO IpaBHOHeoOaBe3yjyhux melyHapomHux
CTaH/ap/a OlpaBJaHa caMo y CIy4ajeBUMa KaJia OHHM IPE/ICTaBIbajy MPBU KOPAK OAHOCHO
»Mehydazy“ y mporecy OHOIIEHa WHCTPYMEHaTa T3B. jakor TIIpaBa, OJHOCHO
npaBHOOOaBe3yjyhux npaBHna.76 Nnak, npumeHa kako MelhyHapoIHUX (M PErHMOHATHUX )
TaKO Y HAIIMOHAIHUX MHCTPYMEHATa T3B. MEKOT IpaBa HAMETHYJA ce Kao jeauHa Moryha y
ClIy4ajeBHMMa peEryJHcama ,,0CeTJbUBUX 00JIACTH KOj€ Cy OJl BEJIHMKOT JPYIITBEHOT,
€KOHOMCKOT, COITUjaJTHOT ¥ TIOJIMTUYKOT 3Havaja 3a npkaBe. [[puMeHa oBUX MHCTpyMeHAaTa
olpaB/iaBa C¢ Kao jeJHOCTABHHMjH a HEKaJa W jeIMHU HAYWH 3a YTHUIAke Ha JIp)KaBe Jia
YCKIIaJIe CBOja 3aKOHOJIABCTBA ca Mel)yHapoHUM (M PerHOHAIHUM) TPABHUM CTaHIApANMA,
oce0HO y MOTJIeIy MUTalka Koja ce OJIHOCE HAa ayTOHOMH]Y JIpKaBe M Koja 3aJUpy Y HeH
cyBepennrer.’’ Ilopex Tora, MPHUMEHOM OBHX MHCTPYMEHATa Ap)aBe ce JIaKIIe ,,Hoce ca
HecurypHouihy y UMIUIEMEHTAIMjU TPABHUX CTAaHIapAa U HBeHUM edekTuma Ha rocrojehu
NpaBHH M JAPYIITBEHU CUCTEM, U KaO MOCICAKU apryMEHT HABOJM CE Taj Jla HHCTPYMCHTH
T3B. MEKOT IIpaBa OJIAKIIaBajy MOCTH3ame KoMrpomMuca n3mel)y cydjekara ca pa3mmuuTuM

78
HHTCPECHUMA 1 PA3JIMYUTHM BPCIHOCHUM CTAaBOBUMA.

Meko npaBo 3ay3uMa rmocedbHo Mecto y npaBy EBporicke yauje. [Ipema Kilacu4HOj moaenu
U3BOpa E€BPOIICKOT IpaBa HA NMpUMapHEe M CeKyHIapHe, /1Ba 00JMKa CEKyHIapHUX HM3BOpa
UMajy KapakTep MEKOT npaBa.79 Peu je o mpenmopykama M MHMIUBEHHMA, JTOK M JIPYTH
,,HCHMEHOBAHM aKTH " MOTY UMAaTH KapaKTep MEKOT HpaBa.80 Tako ce TepMHH ,,MEKO IPaBo*
OJIHOCH Ha MpaBHO HeoOaBe3yjyhe akTe Kao LITO Cy CTpaTervje, MUILbEHA, MPEHOPYKE,
CMepHHUIle, JAekjapanuje opraHa EBporcke yHHje u et [TpenycnoBu 3a peanusanujy
LMJbE€BA HHCTPYMEHaTa MEKOI TIpaBa, U OCHOBHM €IIEMEHTH OTBOPEHOI MeEToJa
KOOpJAMHAILIM]e, jecy: 1) carjlacHOCT JApikaBa 4YJaHUIA O TJAaBHUM IUJb€BHUMA |

WHIUKAaTOpUMa Koja Tpeba /1a J0Beny 10 yCBajama 3ajeHHUKe AeUHUIIN]E; 2) TOHOIICHE

® K. W. Abbott, D. Snidal, ,,Hard and Soft Law in International Governance,“ International Organization,
54: 3, Summer 2000, ctp. 422.

7 bid., cTp. 423.

’® Ibidem.

" JI. Byphes, ., Soft Law y esponckom xomynumapnom npasy,” 36opruk pamosa IIpaBHor dakynrera y
Horom Cany, 1/2013, ctp. 101.

% Ibidem.

5 Ibidem.
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HAI[MOHATHUX (aKIMOHMX) IJIAHOBA WJIM M3BEIITaja O CTamy y oApeheHoj obnactu Kojy je
noTpeOHO ypenuTH; 3) CTPYYHA OIIEHA OBHX IUIAHOBA, KOja YKIJbYUYje 3ajeIHUUKE KPUTHKE
U pasMeHy Jo0pe mpakce, HOJpXaHy TNpenopykama y oxapehenumm obOnactuma; u 4)
pEeBH3Hjy ITUIAHOBA y oJpeheHHMM BPEMEHCKMM HHTEpBAJIUMa, Ka0 W PEBH3H]Y TJIaBHHX

.82
I1JbEBA HA OCHOBY MCKYCTBA YTBPh)EHOT Yy MpoLIeCy BUXOBE UMIUIEMEHTALIH]E.

JloHomIee cTpaTervje, Kao M3BOpa T3B. MEKOr IpaBa, HA HHUBOY EBpOICKe yHHU]E Y
00J1acTH COIMjaliHE KA0 W 3[PaBCTBEHE MOJIMTHKE MPETXOIHO 3aXTEBa OCTBAPUBAILE HH3A
ycrnoBa. HajBakHuju ycioB jecte obOaBe3a 3a JApkaBe WiaHWIE Na ycBoje HanmoHnaine
aKIMOHE IIaHOBe/cTpaTeruje y oapehenoj obmactu. OB MIAaHOBH CaApKE LHUIbEBE KOje
NpxaBa TpeOa a OCTBApHU y MEPUOJy BaXKera MiaHa. VICKycTBa U pe3yiaTaTd OCTBAPCHU Y
MpOIeCy pealn3alrje HANUOHAIHUX IUIAHOBA, TPEACTaBJha]y OCHOB 3a YCBajame
3ajeqHUYKe cTpareruje Ha HUBOY EBporicke ynwuje. IIpBa m Hajpa3BHjeHHja cTpareruja,
UHCTPYMEHT MeKor mpaBa EBporicke yHHje y 00JacTH IMOJIMTHKE 3alolllJbaBarkba, jecTe
Eeponcka cmpamezuja 3anouwivasara xoja je ycBojeHa 1990. roxune.® Tlpe Tora,
KpeHpame MOJUTHKE 3arollJbaBamba Kao M COIMjaTHE W 3PaBCTBEHE MOJUTHKE OMIIO je Y
WCKJbYYHMBO] HAJICKHOCTH AprKaBa wiaHUa. MehyTum, IpyImTBeHe B eKOHOMCKE IIPOMEHE
3axTeBaje Cy yKJbydnBame EBpoIicke yHH]€ IITO je Pe3yaTupaio MOCTU3amheM KOHCEH3yca
Ha HUBOY YHHje M JIOBENIO JI0 yCBajama EBpoIiCke cTpareruje 3amoinubaBama. JJoHOIeHe
OBE CTpaTeruje IMokjamna ce ca cBe yemhuM 3axTeBUMa MOjeIMHUX Jp)KaBa WIAHHIIA 3a
pasBojem 13B. ,,Commjanne EBporicke ynuje, umje nenoBame Hehe, Kao 10 cama, outu
yCMEpEeHO Yy TPeTexHOM Jely Ha eKOHOMCKa muTama Beh he pas3Boj EBpomcke yHnuje
3axTeBaTH opeljeHy aKTHBHOCT U y oGact coupjanse nomiruke.® anac, moxe ce pehn,
nocpenHo EBporicka yHMja MMa BaXkHY YyIOTy Yy OOJacTH COIMjajTHE W 3]IPaBCTBEHE
MOJINTUKE JIp’KaBa WIAHMIIA YIIPABO MPEKO MHCTPYMEHATA T3B. MEKOT IpaBa U OTBOPEHOT

MeTOJIa KOOpAMHAIIH]E.

Ob6mnact perkux 0oyiecTH jecTe HOBa 00IacT 3APABCTBEHE U COIMjalIHE MONUTHKE EBporcke

yHHje, Koje je MoceOHO ,,0CeTJbUBa“ 3a JAprKaBe YJIAHMLE jep HEHO PEryjHcame 3axTeBa

82 D. M. Trubek, L. G. Trubek, op. cit., crp. 348.
% Ibidem.
 Ibid., ctp. 351.
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3HauajHa (UHAHCHjCKA CPENICTBA, MOCEOHO, jep je ped O APYIITBEHO] TPYyNU Koja je y
mamHHU. [lopen Tora, mocroje M 3Ha4ajHE pa3iMKe y 3/[PAaBCTBEHUM CHUCTEMHUMA IpiKaBa
yranuna. Eporcka yauja je 2009. romune nonena Ilpenopyky y obracmu pemkux
bonecmu, KOjoM je TpeABUNEHO IOHOIICHE HAlMOHATHUX IUIaHOBA WJIM CTpaTerdja 3a
perke Oonectu. Mehyrum, Ilpenopyka He 3axTeBa H3PUYHUTO JIOHOIICHE IOCEOHOT
IUIaHa/cTpaTeruje 3a perke Oonectu, Beh mpensuba, anTepHATHBHO, yCBajambe onpehennx
Mepa 3a peryjmcame PeTKuX OOJIECTH y OKBUPY IPYrux, Beh mocrojehmx crparteruja us
00J1acTH jaBHOT 3,[[paBJ'ba.85 [Ipensuheno je ycBajame, MMIUIEMEHTaNMja U enadoparidja
HAI[MOHAJTHUX TUTAHOBA/CTpATEerrja oJ CTpaHe Ap)KaBa WIAHWIIA HajKacHU]e 10 kpaja 2013.
TOJMHE, T/Ie C€ Mpeiake CBEoOyXBaTaH M MYITHIUCHUIUIMHAPAH TPHUCTYI PETKUM
oonectuma. Taxole, ykazyje ce Ha morpeOy aeduHHCama TPUOPUTETHUX OOIACTH U
AKTUBHOCTH y OKBHPY HAIIMOHAJIHHMX IUTAHOBA/CTpaTerrja 3a peTKe OO0JIeCTH, Kao |
neuHHCakbe HMJbEBA M HAYMHA 32 BUXOBO OCTBapuBame. [Ipenmopyka CaBera MUHHUCTpa
EBporicke yHuje o perkum Oonectuma (2009), y nmemy Koju ce OJHOCHM Ha HAI[MOHATHE
IUIaHOBE/CTpaTeruje 3a peTke OoiecTH, mo3usa ce Ha npojekat EYPOITJIIAH 1 (2008-2011)
OJTHOCHO Ha Kpajie pe3yiTrare IMpOjeKTa, 3aCHOBaHE HA W3BEIITajUMa W HCKYCTBHMA
IpkaBa  WIAaHWIA |y TOTJeAy  yCBajama, HMIUIEMEHTanuje | enabopanuje
TUTAHOBA/CTpaTerHja, y BE3W Ca YCTaHOBJHABAEM OCHOBHUX IPABHHUX IMPETIOCTABKU 3a
MPAaBWJIHO JIOHOIICHE HAMOHAIHUX IIaHoBa. YyecHunu npojekra EYPOIUIAH 1
yeBojunn ¢y [lpenopyke 3a paszeoj Hayuowannux niamosa u cmpameeuja 3a pemke
Gonecmu® 2010. romuue. EVPOIIJIAH MIPENOPYKE CTPYKTYPHO M CAAPKUHCKU IIpare
[Mpenopyky CaBera muuuctpa EY y Be3u ca perkum Oonectuma (2009), ma Ttako
JNeQUHHITY celaM PUOPUTETHHUX [TUJbeBa — U3pajly HAIIMOHATHUX TUIAHOBA WIIH CTpaTeruja
3a perke OoyiecTH, MPABWIHO JeQHUHHUCAWme, KiIacupukanuja U KoIUpHUKaAIMja PETKUX
0osiecTH, MCTpaKUBame, OCHMBAKE LIEHTapa 3a eKCHEepTU3y (eKCIepTCKUX IEeHTapa 3a
peTke OosiecTH) U nMpomoBHcame EBponicke pedepeHTHE Mpeke, IPUKYIIbambe eKCIepTH3a
Ha HIBOY EBpoIiCKe yHH]je 0 peTKuM O0JlecTIMa, OCHAXHBAKHE OpraHu3allija MalrjeHaTa u

onpxuBoct cuctema. EYPOIUIAH Ilpenopyke 3a pas3Boj HaumonanHux I1utaHoBa |

8 Council Recommendation (2009/C151/02) on an action in the field of rare disease.
8EUROPLAN: Recommendations for the development of Nacional plans for Rare diseases, Guidance
document, 2010.
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cTparernja 3a perke 6onectu (2010) neduHUNTY HAITMOHATTHE TUTAHOBE/CTPATETH]E 32 PETKE
00JIeCTH Ka0 CeT MHTETPUCAHUX M CBEOOYXBATHUX AKTHBHOCTHU 3[IPABCTBEHE M COIIM]jaJiHE
MOJINTHKE Jp’KaBa YIaHWIA Yy 00JlacTH peTKuxX OolecTH, Koje Cce€ pa3BHjajy H
UMIUIEMEHTHPA]y Ha HAIIMOHAIIHOM HUBOY, H KOj€ Cy IPEMo3HATIEUBE 10 TOME IITO CallpiKe
UJbeBe Koje Tpeba octBaputH y onpeheHom BpemeHckoMm mepuoay. Ocnamajyhu ce Ha
EYPOIUIAH [Ilpenopyke 3a pa3Boj HamuoHamHuX IUlaHOBa M CTpaTeruja 3a peTKe
6omectu (2010), KomuteT excnepara 3a petke Oosectu EBporcke YHI/Ij687 2013. ronune
noneo je Ilpemopyke O OCHOBHMM WHAWKAaTOpHMMa 3a YycBajakbe HarnumoHanHuX
IIaHoBa/cTpaTeruja 3a perke Gomectn.”® Ilpema mnpernopykama, IOJa3HH MHAUKATOP 3a
ycBajarbe HarumoHamHUX TUIAHOBA/CTpaTeTHja jecTe OdeguHucarbe pemkux 0Oonecmu.
[Ipenopyuyje ce nga ce 3a neduHUCABE PETKUX OOJeCTH KOpUCTH NeduHUIIMja yTBpheHa
Ypenoom EY 141/2000 o ,,opdan* MEIUIIMHCKUM MPOU3BOJAMMA, OJTHOCHO Ja CE€ PETKUM
OosnecTuMa cMarTpajy oHe 00JIeCTH KOje MMajy y4ecTaaocT Mame o 5 obonenux Ha 10 000
spynu. OBa neduHunmja perkux Oonectu canpkana je u 'y Jupexrtusu 2011/24 Eporncke
YHH]jE O MPEKOTPaHHYHO] 3JPABCTBEHO] 3alITUTH, Kao u y [Ipenopyuu CaBera MUHUCTpa
EV y ob6mactu perkux Oonectu u3z 2009. rogune. Mehyrtum, IIpenmopyka Komwurera
ekcriepara 3a perke 6onectu (2013) npensubha na apxkase wianuie Mory Harmumonamnum
IUTAHOM /CTpaTerujoM 3a perke OOoJeCTH Ja MpeABUAE U ApYyrauujy AePUHHULIM]Y PETKUX

Oosiectu, au y3 00aBe3y BEHOT MoceOHOT HaBohema u 00] ammema.

Behuna npxasa wianmnna’” KOje Cy JO0 caja JIoOHeJe HaIMOHAJIHE TUIAHOBE/CTpaTeruje y

o0nacTi peTkux OojecTu mnpey3nma JedUHMIN]Yy peTKux Oosiectu yrBpheny Ypeadom o

8 Ocnosan ourykom EBporicke komucuje o 30. HoBem6pa 2009. (enr. European Commission Decision of 30
November 2009 (2009/872/EC)), kao Teino koje momaxe KoMUCHjU Y U3paid U UMILIEMEHTAIM]U aKTUBHOCTH
EY y obnactu perkux Gonectu, y capaJibi U HAaKOH KOHCYJITOBamha Ca CIIEIMjaIM30BaHIM TelIUMa ApiKaBa
uanuIa. http://www.eucerd.eu/?page_id=2

88EUCERD Recommendation on Core Indicators for National Plan/Strategies, European Union Committee of
Experts on Rare Diseases, june 2013.

% Ibidem.

9OI[p>i<aBe wrannne EBporicke yHuje koje cy 1o kpaja 2013. rogune nonene HanuonanHe riaHoBe/cTparteruje
3a peTke OOJIeCTH W Koje AeduHUIIy peTke OonectH y ckimany ca Ypenbom Eppomncke ynuje o ,,opdan
MeIUIMHCKUM nponsBoanma u IIpenopykom EY o perkum 6onectuma (2009) o yuecranocT ox Mame o 5
obonenux Ha 10 000 spynu jecy ®dpannycka, Hemauka, Uranuja, benruja, Xonannuja, Penydnuka Yemka,
CnoBauka, Kunap, [lopryranuja, llInanuja, Pymynuja, byrapcka u Xpsarcka. 2013 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.
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»OphaH“ METUIIMHCKMM TPOU3BOJMMA, OJHOCHO JIMPEKTUBOM O MPEKOrpPaHUYHO]
3paBCcTBEHO] 3amTUTH OAHOCHO Ilpenopykom Casera munmctpa EY y obnmactu perkux
6osectn u3 2009. roguHe. Mehy npskaBama Koje joIl yBeK HeMajy 3BaHUUYHY JeUHUIN]Y
peTkux OO0JIECTH, OJHOCHO KOjeé Cy 3aBpUIWJe pajJ Ha PaJHOj BEP3UjU HAIMOHAITHOT
IUTaHa/cTpaTeryje, U unje neuHunrje caapkaHe y paaHuM Bep3hjamMa HHUCY y CKJIaay ca
NeUHULMjOM PpEeTKUX OO0JIeCTH CcaAp)KaHo] y JOKYMEHTMMa M Ipernopykama opraHa
EBpornicke yHuje jecy [laHncka u IlIseacka. ™ Jlancka jOII yBEK HeMa 3BaHUYHY Je(PUHUIN]Y
peTkux OO0JiecTH, a pajHa Tpyna 3a W3pajy HAIMOHAIHOT IUIaHA/CTpaTerhje 3a peTKe
oonectu opmupana je kpajem 2011. romgune. MelyTum, akTHBHOCTH y OBOj OOJACTH U
IBEHO perynucame 3amodeto je jom 2001. roaune xana je HamponamHnu caBeT 3a 31paBibe
NPE3CHTOBA0 M3BEIITA] KOJHU je Callp’Kao TeHepalHe M TMoceOHe mpernopyke 3a 14 peTkux
Oonectu koje he ce neuntu y aBa GopMupaHa [EHTPa 3a peTKe Gonecru.” Togune 2010.
MuHHCTapCTBO 3/paBiba MPEABHILIO je OCHHBamE MOCEOHMX pedepeHTHUX LeHTapa 3a
peTke 0oJecTH y OKBUPY IUIaHA 33 YBOCHEe BHCOKOCIICIIH]jaTH30BaHEe OOHUYKE YCIyTre Y
CKJaay ca oapendamMa 3aKkoHa O 37paBCTBEHO] samrutn, > Hanac, noctoje nBe nedunuimje
perkux Oonectu. Jemna, HamumonanHor caBera 3a 31paBibe, OJHOCHO MUHHCTapCTBa
3/IpaBJba M JIpyra IUBHIIHOT CEKTOpa, OAHOCHO HanmoHamHOT ynpyXkema manujeHara ca
petkuMm Oosnectuma Jlancke. MHHHCTapCTBO 3/paBiba JeQHUHHINE PETKE OOJECTH Kao
Oosectu koje morahajy He Bume ox S00 mo 1000 numa y omHocy Ha yKymaH Opoj
cranoBunka Jlancke.” HammoHamHO yapyKeme NammjeHaTa ca PETKAM GONECTHMA
neuHuIIe peTke 0oyiecTH Kao OHe Koje He morabhajy Bume ox 1000 numa y ogHocy Ha
yKynaH Opoj cTaHoBHUKAa. OOe nepuHUIMje, KaKO JaBHOI TaKO M LMBWIHOT CEKTOPA,
IPWINKOM JlepUHHCaka Y3UMajy Kao OUTHY KOMIIOHEHTY CTEIeH CII0KEHOCTH onpehene
00J1eCTH 1 OCHOBHO ITPAaBUJIO J]a peTKa 0oJiecT Mopa OMTH Telllka U HacjleaHa, 300T yera cy
PETKM KaHIIepH U peTke MH(EKTUBHE 00JECTH U3y3eTe U3 KaTeropuje ,,peTKUX Gonectu*. >

Hanmonanna crparermja 3a perke Oosectu llIBencke koja je mocTaB/beHA BIaAH Y

L 1bidem.
%2 1hid., ctp. 48.
% 1bidem.
% Ibidem.
% Ibidem.
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HoBeMOpy 2012. ronuue naje nepuHHUIIMjY peTKHX OoJieCTH Kao oHuX mopemehaja koju
JIOBOJIE /IO TEIIKOT MHBATUIUTETA U UMajy ydecTanocT koja Huje Beha ox 1 obonenor Ha 10

000 J'by,Z[I/I.%

Perynucame obOnactu petkux Oonectu y PemyOmuium CpOwuje, kao apikaBe KaHaujaTa 3a
YJIaHCTBO Y EBPOIICKO] YHUjH, 3amodero je HU30M aKTHBHOCTH MHHHCTApCTBa 37paBiba
Koje je 2012. ToxuHe, pelIeHeM MUHICTPA 3paBiba° (popMupano PemyGmuuky crpydHy
KOMHUCH]Y 3a peTke GOIECTH Ha OCHOBY WiaHa 23, CT. 2. 3aKOHa O 3PAaBCTBEHO] 3aIITHUTH.”
OBa kommcHja y capaamu ca HammoHnanHoM opraHuzandjoMm 3a perke Oonectu CpOuje
(HaLIMOHAIHO YIpYXKEemke 000JeNUX 0 PEeTKUX O0O0NeCTH), MpeAcTaBHHUIMMA PemyOnuukor
(doHIa 3a 3qPaBCTBEHO OCHUTYPAaHkE W OCTAIMM PEIICBAHTHUM 3aHMHTEPECOBAHUM CTpaHama
(MeOMIMHCKY, TIPAaBHH CTpy4Ymaly) uzpanwia je Haupr Hamumonanne crpareruje 3a perke
6onectu Cpbuje 2015 — 2020. Hauprom HammonamHe crpareruje o peTkuM OojecTuma
2015 — 2020 npensulena je nebununmja petkux o6onectu caapxkana y Ilpemopyuu EY y

obnactu petkux 6oaectu (2009).

Haxo IIpenopyka EY o perkum 6onectuma (2009) To uzpuunro He npeasuba, nedpruHucame
peTkux OoJIeCTH O] CTpaHe Ap)KaBa WiaHWIAa EBpoIcke yHHWje, MO MpaBHIly, C€ BpIIU
HanmonanuuMm mutanom/ctparerujoM o petkuM oOonectuma. Ilopen tora, Behuna apkasa
ynaHuna gegunuiie perke 6onectu npema Ilpenopyuu EY o perkum 6onectuma (2009),
IJle Ceé Ka0 OCHOBHU KPHUTEPHjyM y3UMa Y4eCTaJloCT MCIoJbaBama 0ojecTu Ha oxpeheHom
reorpag)CKoOM MPOCTOPY, T€ C& MOKE 3aKJbYUHUTH Ja IMOCTOjH KOHCEH3YC pKaBa WIaHHIA Y
norieny aepuHucama peTkux Oosectu. OrpaHuueme nedUHUIIMja PETKUX OONecTH 1O
nopekiy (Tako Aa yKJbydyjy caMO peTKa HacjeJlHa, OJHOCHO F'€HETCKa CTamba), UM IpemMa
030MJBHOCTH (TElIKa, CTama OlacHa [0 JKMBOT) WJIM IpeMa MpOrHo3u Oonectu (Ha
obosbema U mopeMehaje Koju J0BOJE 0 WHBAIUIAWTETA) HE OJAroBapa CBPCH 300T Koje je
HacTajga COLMjaTHO — MEIAUIIMHCKA KaTeropuja peTKUx OOJIeCTH, OJHOCHO 3aJI0BOJHCHY
€KOHOMCKO — COIMjaJTHO — MEIHMIIMHCKHUX MoTpeba JMIa 4yHje 3JpaBCTBEHO CTamke HMa

U3Pa3UTO HUCKY YHUeCmAanocm UCno/basarba WM Y3pOKyje HEBHIJBUBOCT U HM30JAIM]y

9 1
Ibid., ctp. 184.
%’ Pemerme Munnctpa 3apasiba Perry6mike Cp6uje 6p. 119-01-558/2012-010x 20.11.2012. roause.
% 3axon o s0pascmeenoj sawmumu (,,Ci1. raacuuk PC*, 6p. 107/05, 72/09- np. 3axon 88/10, 99/10 u 57/11).
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000J7eMMX Yy OKBHpPY JAPYIITBEHOT M MPAaBHOI CHUCTEMa IITO 3aTUM oOrpaHuyaBa (u

oHemoryhagpa) JuIa y OCTBapuBamby OCHOBHUX JbYJCKUX MpPaBa.

1.2 buTHHM eJileMeHTH NOjMa PeTKUX 00JiecTH

be3 o03upa Ha MHOre HejacHohe W AWiIeMe KOje M JaHac IMOCToje y ojapehuBamy mojMma
pPEeTKHX OOJIECTH, BEJIMKH /IO HAyYHE M CTPYYHE JaBHOCTH j€ carjiacaH 1o MUTambuMa, J1a ce
3a geduHHCame pPETKUX OOJNECTH KOPUCTE CTATUCTHYKMA TOJAlKd O Y4YECTAIOCTH
ucrosbaBama oapehene Gonectu Ha onpeheHoM reorpadckoM MPOCTOPY JOK KPUTEPHjyMe
3a ,,peTKOCT™ Ne(UHUITY HAIMOHAJIHA pPEryjaTopHa Tela, 3aTUM Jia Cy PETKe OO0JIeCTH
BeoMa XxereporeHa rpyma mopemehaja koju morahajy pasnuumre OpraHcke cHucTeMe, a
HEKa/1a ¥ BUIIE OPTaHCKUX CHCTEMa, Kao U J1a OBE 0OJIECTH MMajy MaJIO TOTa 3ajeTHUYKOT
ocuM muxose perkocrn.”® Wmak, Moryhe je neMHECATH HEKe OCHOBHE KapaKTEPHUCTHKE
peTkux Ooyectd — 1) TO Cy XpOHHYHE, JCTCHEPATUBHE, IPOrPECHBHE OOJIECTH U YECTO ca
yTHIajeM Ha ckpaheme JXUBOTHOT Beka o00oyennx; 2) CHUMITOMH Bapupajy wusMmehy
pa3nuuuTHX OOJIECTH, Ak U Y OKBUPY UCTE PETKE OOJIECTH (AMBEP3UTET CTama); 3) UMajy
MIOCJICTUIIC IO MTPABHU T0JI0XKa] (CTaTycC), HAPOYUTO HA TIOCIOBHY, KA0 U PaJHY CIIOCOOHOCT
oOonenux; 4) KBAJIUTET )KUBOTA 00OJIEIHNX JIUIIA je HA HUCKOM HHUBOY YCIIEJ] CMambeha UK
MNOTIIYHOT I'yOMTKa ayTOHOMHOT MOCTYyIama; 5) KUBOT JUIa 000JIeINX Of PETKUX 0oJjiecTh
npaheH je BenTUKUM IpobiieMuMa M NMaTHOM HE caMO BHUX Beh M wiaHoBa Mopoiuile, 300r
yera ce pelllaBame MUTamba PETKUX 00JEeCTH MocMarpa Kao MEAULMHCKU i U COLMjaTHU
npo6iem; 6) JIEKOBH 3a JICUeHE PeTKUX 00JIECTH Cy YECTO HEJOCTYITHU U CKYIH; 7) y CBETY
je peructpoBano uzmehy 6000 u 8000 perkux 6omectH; 8) y cTpykTypHu obonenux 75% cy
nena; 9) oko 30% obonenux ympe mpe HEero IITO HaBPIIM MEeT roauHa xkuBoTa; 10) oko
80% peTkux OoJecTH Cy TEeHeTCKOI MOpeKJa, 0K Cy ocTajle Mocieluia pazInuyuTHX
uHpekuja (6akTepujCKUX WM BHUPYCHHMX), KaO U YCJIOBA >KUBOTHE Cpe,Z[I/IHe.loo butna

KapaKTePUCTUKA PETKUX OOJIECTH jecTe M TO Jla HEMajy CBE PETKe OOJECTH UCTY MPOTHO3Y,

99 H

Ibidem.
100 Rare Diseases: understanding this Public Health Priority, European Organization for Rare Diseases, Paris,
2005, ctp. 5, nocrynHo Ha: http://www.eurordis.org/IMG/pdf/princeps_document-EN.pdf
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OIHOCHO YTHIdj HA XHBOTHH BEK Ce pasimKyje ox Gomectn xo Gomecrn.'® Heke perxe
OosiecTH Z0BOJIE IO CMPTH joul Ha polewy, MHOTE Cy JEeTeHEpaTHUBHE M ca yTUIAjeM Ha
ckpaheme KUBOTHOT BEKa, ajldi UMa M OHHX Koje oMoryhasajy HOpMaJiaH >KUBOT YKOJIHKO
ce OTKpHWjy Ha BpeMe M Jiede Ha ojJrosapajyhu Haunn. % Takohe, mocToje W pazimke
u3mely Oonectu y moriedy y3pacta y KOME C€ jaBJhajy MPBU CHMITOMH, OJHOCHO
CUMITOMHU KOJI HEKMX PETKUX OOJECTH jaBJhajy C€ OJMax MO pohemy WIH y paHOM
JETUECTBY, JIOK CY HEKe 0OJIeCTH Be3aHe 3a a0JIECIIECHTHO M 0/Ipaciio 100a, Kao Ha IpuMep
Xantuarronosa Gosnect (XanTuHrronoBa xopea).'”® MHMmak, ©e3 o03upa Ha CBe
pa3IMUUTOCTH, JHUIAa o0oJiesla O PETKUX OOJIeCTH, mopen ,,peTKOCTH came 00JiecTH,
noBe3yje 1 nmorpeda 3a HHTErPAlMjoM Y IPYIITBEHY U PaJHY CPEAHHY, Y MEPH Y KOjO] UM
TO OoJsiecT 103BoJbaBa. CBe HABEACHO yKasyje Ja 00JecT OBUX JIMIIAa MMa UMILTUKAIMje Ha
CBE acIeKTe KHUBOTA, IOYEB OJ1 JOCTYITHOCTH 00pa3oBama, n30opa Oyayher 3aHuMama, Kao
¥ Ha TPUBATHHU, NMPO(ECHOHATHN M JAPYIMITBEHU JKUBOT O0OJICTMX M WIAHOBA HHXOBHX
nopoauna. boimect Moke BOIUTH CTUTMATH3alMjH, H30JAlMjH W JAUCKPUMHHAIU]H
NPUIMKOM 3alollybaBama, HWIH OCUTYparma. 3JpaBCTBEHA 3allTUTA, 300T CIOKEHOCTH
NaToJIOTHje ¥ 300T HEJAOBOJHHOT MO3HABaKka U MCKYCTBA JICKapa y Jieuemhy OBHX 0O0JIECTH,
YeCcTO BOJM IMOTPEUIHUM JHjarHo3ama, HEeCarJacHOCTH JIEKapCKHX KOMHUCHja 3a onapeheny

Tepanujy, 1 CMalbEHUM IlIaHCaMa Y JICUeHY.

[IpenycnoB 3a aeduHucame peTKUX 0ojecTH Ha oApeheHoM reorpadckom mpocTopy jecte
u3paja peructpa 60JecTH, Kako OU ce YTBPAWIO CTamke (palupeHocT) 60yiecTu, U3 pasziora
HITO Cy HEKE OJ1 BHUX KapaKTepucTHUHE 3a oapeheny reorpadceky obmact, mMTO Jajke 3HAYU
na Oonect Moxe Outh onpeheHa kao peTka y jeAHO] ApXaBU, OJHOCHO Ha jETHOM
MpoCTOpy, a Ja TO He Oyae ciaydaj y Apyroj. Hedbunucame peTkux OoyiecTd, 3a ImTa Ce
y3UMajy CTAaTHCTUYKU IOJAHA O YYECTAIOCTH HCIIOJhbaBarba, BPIIU C€ IYTEM OIIITUX
3IpaBCTBEHUX 3aKOHa, 3aTHM Yy MOCEOHMM 3aKOHMMa O pPeTKHM OosiecTuMa U ,,ophaH
JIEKOBUMA®, JIOK Yy 3eMJbaMa y KOjuMa je peryiucame oBe 00JacTH TEK Ha MOYETKY, peTKe

Oonectu ce AepUHMIITY IyTEM HAIMOHAIHUX IUIAHOBA, OJHOCHO CTpaTeruja O PEeTKUM

101 M. Yaneva-Deliverska, ,,Rare diseases and Genetic Discrimination, Journal of IMAB — Annual
Preceeding (Scientific Paper), Vol. 17, book 1, 2011, ctp. 117.
102 B
Ibidem.
193 1bidem.
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6onectuma. HanmoHamHu IJIaHOBHM, OJHOCHO CTpaTervje 3a peTke OOJeCTH Aajy MpaBHH
OKBHD 3a JJOHOILICHE PEryJIaTHBE y 00JIaCTH PETKUX OOJICCTH, U MPEICTaBIbajy NMPBHU KOpPaK
y JehuHHCAaRky PaJTHOIPABHOT, MEAUIMHCKOIPABHOI M CTAaTyca y CHUCTEMY COLUjaHE

3allITUTC JIHULa obonenux Ol pCTKUX OosecTH.

2. JIMIIA OBOJIEJIA O PETKUX BOJIECTU U IbUXOB
JAPYHITBEHU U ITPABHU CTATYC

Jluma oGonena o1 peTKuX 00JIeCTH MPOIEHTYATHO YUHE MaIly IPYIITBEHY IPYIY IITO BaXKH
caMO YKOJIMKO C€ IOoCMaTpa y HAIlMOHAJIHUM OKBHPHMA JIOK IIMPE IMOCMAaTpaHO, Ha
PETHOHAIIHOM, €BPOIICKOM HHBOY, JIMIIa 000JIeNa O Pa3IHUUTHX PETKUX OOJIECTH YnuHEe 7 —
8% cranoBHumTBa EBporicke yauje u 350 MmIMoHa CBETCKe nonynaunje.104 CarnenaBame
IBUXOBOT JIPYIITBEHOT OJHOCHO COIMjaJTHOT TIOJIOXKaja O] 3Havaja je 3a CBEoOyXBaTHY
aHaJM3y MPaBHOT cTaTyca o0OJIeNUX JIIA, jep APYIITBEHA HEBHIJUBOCT MOJPa3yMeBa U
HEBUIJbUBOCT Y OKBHPY IPABHOT CHCTEMA YMME CE CTBAPajy YCIOBH 3a MOBPEIY OCHOBHHX
JbYJICKUX TpaBa JIMIA OOOJIEIMX O/ PETKUX OO0JEeCTH, OJHOCHO MpaBa HA 3PAaBCTBEHY H

COIIMjaJTHy 3aIlITUTY, Ka0 M MpaBa Ha (JOCTOJaHCTBEH) pajl.

V3umajyhu y 003up OCHOBHE KapaKTEPUCTHUKE PETKUX OOJECTH, OJHOCHO MaJld MPOIEHAT
o0oJeNnX y HaIMOHAIHUM OKBHPHMA, BUCOKE TPOIIKOBE JIeUeHa, Kao M 1a 3a oxapehen
Opoj peTkux O0JIeCTH jOII YBEK HE MOCTOjU eEeKTUBAH JIeK HUTU C€ 3HA MOPEKII0 OOJIeCTH,
o0oJierna JIMIa ce YeCTO CyouaBajy ca Mpo0JieMOM ,,HEBUIJBUBOCTH  CpEIUHE Y KOjO] JKUBE.
Perke Gosectn Mory OuTH BHIlIE U Mamke 030MJbHE, OJJHOCHO OHE KOje Cy Marmbe 030MJbHE
omoryhyjy ofosienuM JuIMMa, 1o ofpeheHuM ycioBuma, HOpMaJiaH KUBOT, CITOCOOHOCT
3a pajl, yKJbydewe y JPYIITBEHY M NpOQEeCHOHATHY 3ajeHUIlYy, OJHOCHO OAroBapajyhu
KBAJIMTET paja M kxuBoTa. Mehytum, nojeaune perke 6ojgectu Mory OUTH jako 030MJbHE ca
yTHIIajeM Ha MOOWIHOCT 000JeNor Juia, Ha paja, OJHOCHO Ha KBAJIUTET >KHMBOTA KaKO

camor 00o0JIesIOor Tako M YIAHOBA MOPOAMLIE KOJU YECTO HE MOTY /1a pajie Kako Ou OpuHyiu

1oa IMpema noxanuma Global Genes Project, Bogeha mehynaposnna opranusanuja nandjeHata 000JIeux o
pETKHX U reHeTcKux 6omectr, Www.globalgenes.org
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0 oGoenom iy * 3a muma oGosena o peTKUX GONECTH, AK H 32 WIAHOBE HHXOBE YiKe
nopoauie OOWYHO ce Be3yjy TEPMHHHM COIMjajHa MCKJbYYEHOCT, MaprUHAIN3alNja,
BYJHEPAOMIHOCT  OJHOCHO  OCETJBUBOCT  OJHOCHO  PamUBOCT, JAMCKPUMHHAIIH]a,
cTurmMaTusanuja. Ped je o caBpeMeHUM MOjMOBHMMA KOjU C€ OOMYHO KOPUCTE y HAYYHHM H
NOJUTUYKUM pacipaBamMa KajJa ce TOBOPU O TOJIOXKA]y MAmHMHCKHUX JAPYIMITBEHUX Tpymla
(ckeHa, crapwx, MJIAOUX, JHIA Ca WHBAIMIUTETOM), W 4YHje 3HAUCHE YECTO OCTaje
HEJIOBOJHHO Pa3jallllbeHO MM C€ HEKH YaK W cMarpajy cuHoHnMuMa. OBH MOjMOBH  ce,
takohe, cmarpajy KJby4HHUM TpoOiieMUMa HayKe M MPaKCe COLHUjalHE TOJIUTUKE |
couujanHor pana. OHM Cy BHUIICIUMEH3HOHAIHU U BUIIECIOjHU, T€ UMajy aKCHOJOIIKH,
XYMaHUCTUYKH, HICOJONIKH, IIOJUTUYKHA, EKOHOMCKH, JIEMOKDPATCKH, KYyIATypHU U
COLMjaJIHO — TICHXOJIOLIKH KapakTep. >

Coyujanna uckmyueHocm ITPYIITBEHUX Tpyla KOje Cy Y MambHHU MPEICTaB/ba jelaH Ol

«107

3Ha4ajHUX MpobjeMa CaBpeMEHOr ApyIITBAa. TepMUH ,,COIMjaTHA UCKIBYYEHOCT ™ jecTe

TEPMHH KOJH j€ CBE BHIIE MPUCYTAH Y MEAMjUMA Ka0 U y HAYIM, MaJia JaHac HE MOCTOjU
yHHBep3aqHo mupuxBahena gedumuumja  coumjanse  uckibydenoctn.'®  Tepmun

JACKibydeHn” mpBn myrT'’ je kopumhen y ®panmyckoj™® cemamaeceTHx romHa

195 Rare Diseases, www.debatingscienceissues.com
195 A. Jyrosuh, “M3zean zpanuya Opywmea: Mapeumanuzayujda, COYUjaIHa UCKbYUEHOCH U MAPIUHATHE
epyne,* Conjansa mucao, 1/2007, ctp. 31.

[Topen TepMHHa colMjaliHa UCKJbYYEHOCT Y OKBUpUMA HOJNUTHKE EBpOICKe yHUje MOMHIE Ce U TEPMHUH
coIMjaliHa YKJbYUYEHOCT Y KOHTEKCTY Kpeupama nonutuke EY y obmactu 60pde mpoTUB CUpOMAIITBA, T/IE CE
MOJ COLMjaJTHOM YKJbYy4YeHOIINy Moapa3syMeBa ,,lIPOIiec KOjH OCHTYpaBa Jla CTAaHOBHHMINTBO KoOje j€ TOJ
PHU3MKOM CHPOMAINTBA M JPYIITBEHE MCKJbYYEHOCTH 100HMje MOTyhHOCTH M pecypce IMOTpeOHe 3a MOTIIYHO
yuemhe y €KOHOMCKOM, APYIITBEHOM M KYJITYPHOM JKHMBOTY, T€ Ja JIOCTHTHE J>KHBOTHHM CTaHAAp] H
Gnarocrame Koje ce cMarpa yoOuuajHuM y ApyiuTBy y kome xuBu. M. Maucher, ,Socijalna ukljucenost i
promocija socijalne Evrope: Koncepti i okviri na nivou Evropske unije, “ y D. Vukovié, M. Arandarenko (pr.),
Saocijalne reforme-sadrzaj i rezultati, Fakultet politickih nauka Beograd, Beograd, 2011, ctp. 38.

198 . hepannh, ,,Coyujarna uckmyuenocm u kapakmep xomnemumusnocmu Opywmeenoz cucmema Lipne
T'ope, Counononika ny4a, IV/2, 2010, ctp. 23.

199 Kao majcrapuju 0GIMK HHCTHTYLHOHATHE [0jaBe COLMjaTHE HCK/bYYEHOCTH HABOIHM CE OCTPAKH3AM Y
Atuny, I'puka, yBesieH y 5. BEKy Ipe HOBe epe. 3aKOH O OCTPAaKHU3MY je JIOHECEeH Ca IMJbeM Ja Mpe/CcTaBiba
CPE/CTBO 3allITUTE MJIAJUX JEMOKPAaTCKUX MHCTUTYIMja OJ THUpaHHje, IJie Ce je TMOJ OCTPaKU3MOM
MOApa3yMeBao JIEMOKPATCKH TPOIEC Y KOME OHU KOjH MMajy MpaBo Ijlaca MOTy Jia ,,rpe0ameM TIIMHE ypPeKy
uMe Jjepa napruje kojy Tpeba 3adbpanutu. D. Allman, ,, The Sociology of Social Inclusion, SAGE Open,
3/2013, ctp. 3-4.

1o Opanmycka je 1998. roamne noHena 3akoH HPOTHB HMCKJBYYEHOCTH, Ilie Ipema Buljemy (paHIycKor
ciryxkoeHor Tena (dp. L’ Observatoire Nationale de la Pauvreté et de I’Exclusion) connjaiHa HCKIJbY9E€HOCT
UMa TpU TJIaBHE IOUMeH3HMje — 1. eKOHOMCKY (HE3aloCJIEHOCT, OCKyIuIa (MHAHCHjCKHX cpeicTaBa); 2.
HETIPU3HABAKHE COIMjATHNX, Tpah)aHCKUX W MOMUTHIKUX MpaBa W 3. KUAAmke COLHUjaIHUX OJHOCA Koja ce
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JIBAJIECETOI BEKa M BE3WBaH j€ 3a COIMjaJHy IMoMoh, Te je KopuiiheH y KOHTEKCTY
ONKCUBAka PA3IMYUTUX KaTeropuja JbyAM KOJjU Cy OWJIM W3BaH Jp)KaBHE COIMjaliHE
nozpuike."! Bop6a MPOTHB CHPOMAIITBA H KPEHPAHE MOMNTHKE COLH]aTHE HCK/bYUCHOCTH
YMHE CAacTaBHM JI€O COLMjAIHE areHJe M BaXKHY KOMIIOHEHTY COLMjaJIHE IOJIHUTHKE
EBporicke yHHje, I0K je Kpenpame mporpaMa y HaJJIe:KHOCTH JpKaBa WIaHUIA, y3uMmajyhu
y 003up TO, Aa ce 00JacT colujasHe CUTYPHOCTH, IIpeMa YTOoBOpY O ocHHBamy EBporicke
3aje/THIIE, HANA3H y MCK/bYUHBOj HA/UIEKHOCTH ApykaBa wianuna. > EBporcka yHuja npBu
MyT CIOMHEE T10jaM HCKJbYYEHOCTH y JOKyMeHTy u3 1988. romgumne, npen kpaj pyror
nporpama 3a 0opOy mpotuB cupomamTBa, na 6m Caer muuuctpa EY 1999. romune
YCBOJHO PE30NyLHjy 0 GOpOH HPOTHB CoLHjalHe HCKIbydeHOcTH. ™ Heke 3emibe HMajy
3BaHMYHE JePUHUIIM]E COLlMjalHe UCKJbYUYEeHOCTH, Kao Ha mpuMmep Benuka bpuranuja, koja
je ocHoBana Onesberme 3a COLHMjaHy HMCKJbYYEHOCT, M IpeMa AeGUHUIMjU OpuUTaHCKe
BJIQJIC COIMjaJTHA MCKJbYUEHOCT je ,,Mi3pa3 3a OHO IITO C€ MOXE JOTOJIUTH KaJa JbyIu WIH
YHUTaBa MoJIpyyja mare o KOMOMHAIHM]e MOBE3aHUX MpobdiIeMa Kao IMTO Cy HEe3armoCcIeHOC T,
HeMpUKIagHe KBadu(UKalyje, Majdd MPUXOAU, JIOUIE CTAHOBAKE, BUCOKAa CTOIA
KPUMHHAINTETA y CPEIMHM y KOjOj KHBe, JOLIE 3IpaBibe M pacmazn mopomume.” ™ V
W3BemTajy 0 comujanHoj UckJbydeHocTH Brage Byrapcke, commjaiHa HCKIBYYEHOCT je
neuHHMCaHa Kao ,,[IpoIiec TJe Cy MOojeIuHa JIMIa TypHyTa Ha MapTUHY APYIITBA U HUCY Y
MOTYNHOCTH Ja y TOTHYHOCTH YYeCTBY]y y HpPYIITBY YCIeJ EHbHXOBOT CHPOMAIITBA,
HE/I0CTaTKa OCHOBHMX KOMITETEHIIMja U MOTYNHOCTH JTO’KUBOTHOT y4eHa MM Kao pe3yaTar
JMCKpUMUHaIMje, IITO UX CIpedaBa Jla cebu obe3dere 3amnocieme, Npuxoae, o0pa3oBame,
U OrpaHuyYaBa MPUCTYN MOhM U Teauma Koja JOHOCE 0)1J1y1<e.“115 [Mutamem nepuHUCaBma

COIMjalTHE HMCKJbYYEHOCTH VYIJIABHOM c€ ©0aBe HayyHUIIM, OOWYHO COIMOJIO3H,

OJIHOCH Ha CBE ClydYajeBe Kuaama coljanHux Be3a. P. Mamypa, A. Poxuli, M. Tymosuh, P. Mpxkasmb,
»Coyujanna uckmyuenocm — nojam u npucmynu,” Conjansa mucao, 1/2011, ctp. 107.

11'p Marypa, A. Bokuh, M. Tyuosuh, P. Mpxkass, op. cit., ctp. 105.

12 Bykosuh, ,,Cupomawmeo u coyujarna uckmwywenocm y 3emmama Egponcre ynuje,” y J1. Bykosuh, M.
Apannapenxo (1p.), Conujanane peopme, canpxaj 1 pesynratd, GakysnTeT MOJIUTHYKUX HayKa, Y HUBEP3UTET
y beorpany, beorpan, 2011, ctp. 17.

3P Mauypa, A. Bokuh, M. Tynosuh, P. Mpkass, op. Cit., ctp. 105.

1 hepanuh, op. cit., ctp. 23.

Y5 M. Maucher, ,.Socijalna ukljucenost i promocija socijalne Evrope: Koncepti i okviri na nivou Evropske
unije,“ y D. Vukovi¢, M. Arandarenko (pr.), Socijalne reforme-sadrzaj i rezultati, Fakultet politickih nauka
Beograd, Beograd, 2011, ctp. 38.
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MOJIMTUKOJIO3U U TICUXOJI03H, Meh)y KojuMa He MOCTOjU CaryIaCHOCT Y TOTJIey elieMeHaTa
COlMjalTHE MCKJbYYCHOCTH. JeHa Tpyla HayYHHWKA W3jeIHaYaBa COIHMjaIHY UCKJbYYCHOCT
ca CHpOMAIITBOM ™ Ipoy3poKoBaHy HesamocieHomhy 1 HejegHakomhy, 0K Apyra rpya
nNpuxBaTa [IMpPEe 3HAYCHE COLHUjaIHE HCKJbydeHocTH. IIpema muMa, coljaaHa
UCKJbYYCHOCT jECTe CIIOKCH MOjaM, U MOXKE, ajli U HE MOpa Jia 3Hayl CHUPOMAIITBO,

117 .
HaI/IMC, HE3aIOCJICHOCT MOKC H3a3BATH COLHJAIHY

HE3aIlOCIICHOCT M HEjeTHAKOCT.
MCKJbYYCHOCT, Al 3allOCIICHOCT HE TapaHTyje coumjatny ykibydenocr.'™ Tako JlpeHka
Bykouh nedunwmie comujaaHy HCKJBYYEHOCT ,,Ka0 IIPOIEC, TOKOM KOj€ CE€ H3BECHE
WHAMBUIYES TOTHUCKYjy HAa MapruHy JPYyIITBAa W CIpeYaBa Ce HHUXOBO YYECTBOBAKE Y
MOTITYHOCTH y IPYIITBY, 300T BBHXOBOT CHPOMAIIITBA UM OJICYCTBA OCHOBHE CTPYYHOCTH U
MOTYNHOCTH TICPMAHEHTHOT y4€Ha, MM Kao pPe3yyraT ,I[I/ICKpI/IMI/IHaI_II/Ije.“llg Konmnenr
COLIMjaJIHE UCKJbYYCHOCTH j€ IIUPU Y OJHOCY HA TPATUIIMOHAIHO CXBATakE CHPOMAIIITBA
jep ce ’bHME I0Jhe HEIMOBOJRHOT JeNIOBama IMPOIIHUPYje MpernpekaMa, Kao IITO CY
HE3aII0CIICHOCT, MaprHHAIN3ALH]a, yCKpahuBabe I HEOCTBAPHBAE JbYICKHX IIpaBa. 2
VY mpakcu, colMjallHa HCKJbYYCHOCT CE€ YECTO H3jeJHayaBa W Ca IOJMOM COIIMjalTHE
UHTETpalyje, kKoja ce AeuHHILe Kao npoiec MelycoOHOTr moBe3wBama MOjeIWHIA WU
JIPYUITBCHUX T'pyla U BHXOBOT YKJalama y HEKy Behy, pellaTUBHO CKIIAJHY JIPYIITBEHY
uenHHy.121 MehytuMm, y epu JbYJACKHX MpaBa M ci1000/a KOje MPEOoBIaiaBajy y roanHama
BEJIMKOT ITMBUJIN3AIMjCKOT HAIMPE/IKa, H3/IBaja CE CTAHOBHUIITE JIa COMHjaTHyY HMCKJbYYEHOCT
Tpeba pa3MaTpaTd y KOHTEKCTY MPHUCTYNa OCHOBHHM JbYICKUM rIpaBI/IMa.122 OBakBo
CXBaTame c€ MOXKE TYMayUTH TaKoO Ja ce COlMjaliHa HCKJbYUEHOCT U3jeHaYaBa ca npasHom
ucxkwyuenowhy, 0OTHOCHO Jla C& COITUOJIONIKH IT0jaM MCKJbYYEHOCTH ,,IPEBOJIU Ha TEPEH

mpaBa U Hayke o mpaBy. ColMjaiHa MCKJBYYEHOCT C€ TaKO CXBaTa Kao HeMoryhHoct

ocTBapema Mnorpeda onpeheHUX IpyIITBEHUX TIpyna, e JbyAcKa MpaBa HpPEICTaBbajy

18 NMancku coumonor ITurep AGpaxamcon (Peter Abrahaamson) cmatpa aa je HCKJbYYEHOCT camo APYr

M3pa3 3a CHPOMAIITBO, T€ /1a je HACTAa0 y KOHTEKCTY MOJUTHYKOT JIEJIOBaba jep MHOTY TTOJIMTUYAPH U BIIaJe Y
pa3BHjeHNM 3eMJbaMa HEpaao KOPHUCTE I0jaM CHPOMAINTBO jep TO MOXE Ja JOBeAe J0 Heyclexa HHUXOBE
BJIACTH M MOJIeJIa couujaine apxase. P. Manypa, A. Bokuh, M. Tynosuh, P. Mpxkass, op. Cit., ctp. 113.

YT, Repanuh, op. Cit., cp. 24.

% 1bidem.

W Bykosuh, ,,Cupomawmeo u coyujanna uckmyuenocm y semmwama Eeponcke ynuje”, ... , op. Cit., ctp. 18.
20 1bid., crp. 19.

2P Mamypa, A. Boxuh, M. Tyuosuh, P. Mpkas, op. cit., ctp. 109.

1221 hepanuh, op. cit., ctp. 24.
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nojaBHU 00K MoTpeda. Benuku 6poj ayTopa cMaTpa Jia ce UCKJbYYEHOCT MOYKE CXBATUTH
Kao HEyCleX y MPHUCTYIy NOjeJMHAla WIM JIPYIITBEHUX Ipyna cieaehuM IpymTBEHHM
CHUCTEeMHUMa — JIEMOKPATCKO - IMPaBHOM CHUCTeMy Koju omoryhyje rpahaHcky OIHOCHO
[MBWJIHY HHTETpaIWjy, paaHO - TPXKUIIHOM CHUCTeMY Koju o00e30ehyje eKoHOMCKY
UHTETPAIjy, CUCTEMY COIHjaIHe TOOPOOUTH KOju OMOTyhyje COIMjaliHy MHTErpalujy u
MOPOJMYHOM CHUCTEMY M CHCTEMY JIOKAIHE 3aje[HHIe Koju o0e30elyje mHTepnepcoHanny
unrerpaunjy.’”® Mnak ox cBHX cHCTeMa M3IBaja Ce PajHO-TPIKHIIHE CHCTEM M BeliHa
CTyJIMja O COIHMjaJTHO] UCKJbYYCHOCTH MCTHUYY HE3aIOCICHOCT Kao HAajBAKHUJH €IeMEHAT
MCKJbYUEHOCTH, M yKa3yjy Ha JOMHHAHTHY yiIory Tpxumra paga.'?* Pajx ce, manac, cmarpa
,,HAUHMHOM KHBOTA", OJTHOCHO Pa/Jl j€ MOCTA0 JICO OIIITET ,,cCAMOOCTBAPUBAKA™ U OOMYHO ce
nose3yje ca M300pOM COICTBEHOI CTUIIA xuBota.'?® 3amocienocr He o6e36ehyje camo
MaTepHjaliHy CUTYPHOCT, COIMjajIHy W 3IIPaBCTBEHY 3alITHTY Beh u oapeleH apymTBeHH
CTAaTyc, IIMpa CKOHOMCKA M IONMTHYKA NpaBa, NPHCTYN NPaBy HA OUTydHBAIbE. -
ConyjanHa WCKJbYYEHOCT Kao COIMOJIONIKK I10jaM BPEMEHOM C€ pPa3BHO U KaKO je
ocMaTpaH y KOHTEKCTY OCTBaperma OCHOBHHUX JbYJICKHX TpaBa, MOCEOHO MpaBa U3 Tpyrie
€KOHOMCKO-COLIMjalTHUX, IIOCTajeé 3HauajaH Kao MpaBHU II0jaM, OJHOCHO Kao T0jaM
conmjaHOT TIpaBa. To MoTBphyje u YMmHEHUIIA 1A je 1T0jaM COLHjalHe HCKibydeHocTr 1989,
TrOJIMHE TMOCTA0 CAacTaBHU Jieo IpeamOyse EBporicke conujaiHe MoBesbe, KOja ce cMaTrpa
CBOJEBPCHUM ,,connjanHuM yctaBoMm Casera EBpome. PeBusujom EBporicke comujaine
nosesbe 1996. roauHe YBENEHO je npaso Ha 3auimumy 00 CUPOMAWMEA U COYujanHe
uckmwyyenocmu. Ilopen Tora, MOJIUTUKA COLMjaTHE YKIbYUYEHOCTH pa3BHjajia c€ U 'y OKBHPY
CoIlMjaTHEe JUMEH3H]e €BPOTICKOT Ipolleca MHTerpaluje, rie je Ha JIncaboHCcKoM 3acenamy
(2000) ommyueHO 5@ ce OTBOPEHHM METOJ KOOpAMHAIM]e MPUMEHH U y OopOuM HpOTHB
COILIMjaHe HCKJbYYEHOCTH Ca IHJbeM YTHIAja Ha MCKOpermUBabe cupomamTsa. 2’ Y Humm
je notBphen EBpornicku comujanau nmporpam (2001-2005) a yrBpheHu cy U NpuOpUTETH Ha

,IIOApYyIjMa COIHMjaTHE TIONUTHKE, OJl KOJUX C€ jelaH OJHOCH Ha ,,00p0y MpOTHB

2 |bidem.

2% 1pid., crp. 26.

25| Fr.H. Svensen, Filozofija rada, Geopoetika izdavastvo, Beograd, 2012, ctp. 35.

126 Repanuh, op. cit., crp. 26.

127 11. Bykouh, ,,Cupomawumeo u coyujanna uckmyuenocm y semmama Eeponcke ynuje*, ... , op. cit., ctp. 19.
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CHpOMAIITBA M CBUX OOJHMKAa MCKJbYYEHOCTH M TUCKPUMHUHAIMjEe Y LMJbY yHampehuBama

128 129 . .
“ [anac Cce COUMjaJIHA MCKJbYYEHOCT IIOBE3Yje ca

ColMjallHE WHTETpaIyje.
OCTBApHBAKEM COIMjaJIHUX  MpaBa MaprHHAIM30BAHUX, BYIHEPAOWIHUX (PAbUBHX)
JPYUITBEHHUX TPYIIa, T1Ie CE COLUjaTHa UCK/bYYEHOCT IIOCMAaTpa Kao OMTHA KapaKTePUCTHKA

MapruHajIn3almje.

[Tojam mapeunanuzayuja jecte COUMOIIONIKY MOjaM KOjU O3HaUaBa UCKIJbYUCHE T0jeInHAIA
WM Tpyla U3 IPYIITBEHUX MpoIieca U OHOCA, OJHOCHO yKa3yje Ha TO Jia Cy HEKH JbYIU
WK Tpymne Jbyau ocyjeheHu, oHeMOryheHW WM OTpaHHUYEHU Yy KUBOTHHUM, JbYICKHUM,

130
paadHUM U OPYHITBECHUM MOFthOCTI/IMa n HOTpe6aMa.

Maprunanuzanuja 00MYHO 3HAYH
UCKJbYUYCHE M3 PAJHOT KHBOTA (HE3aMOCICHOCT), HCKJbYYCHE M3 MOTPOIIAYKOT KMBOTA
(cupoMamTBO), UCKJbYUYCHE W3 APYIITBA ,,HOPMATHUX' (YCaMJbEHOCT) U HUCKJbYUCHE U3
MEXaHH3amMa yIoTpede BJIACTH © yTulaja (KyITypHA MapFI/IHaJII/ISaIII/Ija).131 Jo
MapruHajIu3alrje J0JIa3u KaJa IMOjeMHIM WINA Tpyle HUCY Y MOTyhHOCTH Ja 3aJ0BOJbC
OCHOBHE MoTpede, Kao IITO Cy paj, 3[paBJbe, CTAHOBAWE, MOPOJAUIA U CI. YKOJIHKO je
jemHa on oBWX moTpeda cucreMcku yckpahena, y BehwHH cirydajeBa, jo0ja3u J0 IOjaBe
KyMYJaTUBHOT TPOIIeca KOjU JOBOIM JJO HEMOTYNHOCTH OCTBapema M HEKE Jpyre moTpede
JIOK Ha Kpajy He Ipoy3poKyje MapruHamu3aumjy. 2 T3B. BUIICAMMEH3HOHATHA COLjaIHA
UCKJBYYEHOCT TpyMe, OJHOCHO ped je O CHUTyalluju KOjy KapakTepulle HeIO0CTaTak,
OJIHOCHO HEMOTYhHOCT penpoayKIHje IBa WM BUIIEC pecypca JOBOAH JO BHUIIECTPYKE

3

.1 .
JPYIITBEHE HCKJbYYEHOCTH, ONHOCHO 10 Maprumammsammje. Kao u cormjanna

HCKJBYUCHOCT, COI_[I/IjaJIHa MapFI/IHaJ'II/BaI_II/Ija je BUIICANMMCH3HMOHAIaH W KOHIICIIT KOjI/I Cce

134

TCIIKO ,[[e(i)I/IHI/IH_Ie. Tako uywnTapo APyHITBO MOXKE na 6yne MapruHajJin30BaHO Ha

128 1bidem.

12TpeGa mMaTH y BHy, Ja Cy COLMjaHE pAacipaBe O COLMJANHO] MCK/bYYCHOCTH YIJIABHOM BE3aHE 3a
€BpOIICKE 3eMJbE, OJHOCHO [a je COIMjaHa HMCKJBYYCHOCT MPBEHCTBEHO EBPOICKH KOHIENT JIOK Cy Y
AMEPHUYKOM W aHTTIOCAKCOHCKOM JIUCKYPCY W AaJb€ NOMHUHAHTHH KOHICTITH CHPOMAIlTBO, MAapPrvUHAIHOCT,
MOTKJIAca ¥ COLIMjaiHa 3aBUCHOCT. P. Maitypa, A. Boxuh, M. Tymosuh, P. Mpkass, 0p. Cit., crp. 109.

130 A Jyrosuh, op. cit., cTp. 32.

531 pid., crp. 34.

32 1pid., crp. 35.

33 pracenje drustvene iskljucenosti u Srbiji, Selekcija i karakteristike ciljnih grupa i preliminarno testiranje
indikatora, Republi¢ki zavod za socijalnu zastitu, Beograd, septembar 2008, ctp. 6.

3% M. Burton, C. Kagan, ,Marginalization,“ y I. Prilleltensky and G. Nelson, Community Psychology: In
pursuit of wellness and liberation, London: Macmillan/Palgrave, ctp. 2.
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rJ100aJTHOM HUBOY JIOK JPYIITBEHE Tpyre MOry Jna OyAy MaprHHAIM30BaHE OJl CTpaHe
JOMHHAHTHE Tpyle, alld M ETHUYKE TIpyIe, MOPOJMIE M IOjeIUHLIU MOry 1a Oymy
MaprHHANH30BAaHA HA JOKATHOM HEBOY."> Ilopex Tora, MapruHaNM3ammja je APYIITBEHH
(eHOMEH KOjH je TOAJIoKaH MPOMEHaMa, Kao M COLUjalIHA CTaTyC, TE C€ MOXKE MEHaTH Y
3aBHCHOCTH 01 Of[pel)eHIX APYIITBEHHX OKOIHOCTH.>® YKOIMKO He IOCTOjH 0AroBapajyhn
NPaBHU ¥ MHCTUTYLIMOHAIHU OKBHP, OJHOCHO M3rpal)leHn MeXaHM3MH 32 OCTBApEHEC MpaBa
Ha 3alITHTy 3JpaBjba JMIA OOOJNENHX OJf PETKHX OOJIECTH CTBapajy ce YCIOBH 3a
yckpahuBameM 3a70BoJbeHa NOTpede 3a 3ApaBbeM 000JIENINX JINIA, YUME CE TOCIEANTHO
oHeMmoryhasa ¥ 3a7J0BOJbEH-¢ TOTpede 3a oOpa3oBamUM U OoTpede 3a pagoM. Tako je jeaHo
ol OWTHHX o0enexja MapruHalu3alyje HeH KyMyJaTHBHH M HACIETHH KapakTep.
AnexkBaTHe Mepe NOApIIKE W TOMOhM Yy OKBHPY CaBpEeMEHHX CHCTEMa COLMjallHEe
CHTYPHOCTH, OJTHOCHO JIOHOILICHE TTOCEOHHX MPOrpaMa y OKBUPY COIHMjaTHE TTOJIMTHKE KOjH
IPOMOBHUIIY COLMjATHY YKJBYYEHOCT M JPYIITBEHY OJATOBOPHOCT a KOjU MMajy 3a IHJb
OCTBapeHE CONMjalTHE TIPaBJIe IMPEJACTaBJbajy OCHOB 3a OopOy TIPOTHUB COIMjaJTHE
MaerHaHHBaHHje.lg? Kao uucro comwmonomika obenexxja MapruHalv3aluje CMaTpajy ce
npedpacyoe u cmepeomunu y IOPYIITBY NpeMa HEKUM JAPYIITBEHHM Ipylama 4uMe ce
npaB/ajy ApyImITBeHe HejeqHakocTh. [Ipenpacye jecy BpcTe CTaBOBa KOjU Ce HE 3aCHUBAJY
Ha BaJIMIHOM HCKYCTBY HATH HA PAIMOHATHAM apryMEHTHMa, JIOK CE T10jaM CTepeoTHIa
KOPHUCTH J1a YKa)Ke Ha CXEMAaTCKH, yIMpoInheH U TEUIKO MPOMEHJBHB OJHOC MpeMa HEKUM
NMOjeMHIMMA WIM  APYIITBEHWM rpymama.’> Kao moguTHYKO-TIpaBHA —oGerIexja
MapryuHaji3alyje cMaTpajy ce AWCKPUMHUHAILMja W Cerperaluja MOjeMHUX JIPYIITBEHUX

14 .
rpyma.** [luckpimuHamja 3HAYN HEONpABIAHO MPaBJbCHE pasinka Mehy JbymuMa 360r

' Ibidem.

135 1bidem.

137 N. Jones, Th. Shahrohk, Social protection pathways: shaping social justice outcomes for the most
marginalised, now and post-2015, Background Note, The Overseas Development Institute, UK, April 2013,
crp. 1, nocrymro wa: http://www.odi.org/sites/odi.org.uk/files/odi-assets/publications-opinion-files/8390.pdf
'3 Tojam crepeoTwn mpeH MmyT je YHOTPeG/beH Y IMITAMIAPCTBY, IJIE j¢ O3HAYABAO JTHBEHY TBO3JCHY IIIOUY
KOja ce KopucTuia ja ce nomohy me nobuje Bexukn Opoj oTucaka ucte cimke. OBaj cMHCa0 ce OpXKao U
yCTaJIMO, W je Tpey3eT je y ApyLITBEHHM Haykama, kajna je Bostep Jlumman y ksun3n JaBHO Mmbeme 3a
CTEpPEOTUIIE pEeKao Jia NpE/ACTaBibajy ,,CIMKE y TIiaBaMa“ Koje JbyAM HMajy O APYIITBEHUM TIpylama.
»Crepeorun,™ Enyuxnioneduja opywmeenux nayka, A. Kynep, 1. Kynep (np.), Tom 2, CayxOeHH TITacHHUK,
Beorpan, 2009, ctp. 1376.

139" A. Jyrosuh, op. cit., ctp. 38.

0 1bidem.
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NPUTIAAHOCTU ofipel)eHnM IpyIITBEHUM Tpylama YuMe J0Ja3u 10 yckpahuBama pecypca u
mpaBa THM apymrTBennM rpymama.’*t JIpywumeena ceepecayuja mpencraba Hajuenthn
00JIMK TUCKpUMHHAIIM]E KOja c€ OJIBHja 10 OCHOBY pacHe, TelecHe/(pU3NUKe, HallMOHAJTHE,
eTHMYKe wWiH Bepcke pasmmumroctd.”*? Ilocroje 1Ba OCHOBHA OOIHMKA JPYIITBCHE
cerperainyje — HEBOJbHA M BOJbHA. HeBosbHa cerperamuja HacTaje Kaja ce IpPaBHUM,
NOJUTUYKUM WM HOPMATUBHUM 3aXTE€BUMa, OOMYHO YCIIOCTABJbEHUM O] JOMHHAHTHE
rpymne, Hamehy 3HaTHa orpaHWyYema Mame MONHO] TPyNH, JOK J0OpOBOJHHA HACTaje Kaja

JbyJH CaMH OAJIy4€ Aa C€ APYKE CaMO Ca cebu CJ'II/I‘IHI/IMa.143

[Ipakca je moka3ana Jla yCTaBHO M 3aKOHCKO TapaHTOBam€ MpaBa Ha 3aIUTUTY 3/paBiba
HUje JOBOJHHO 3a 3alITHUTY IpaBa JHIa 000JIeINX O] PETKUX O0JECTH YKOIHKO HE MOCTOje
aJICKBaTHM MEXAaHW3MHU 3a TpPHUMEHY THUX IMpaBa, OJHOCHO MEXaHM3MH 3a o0e30eheme
¢uHaHCHMpama CKYNUX JIEKOBAa M MEAWIMHCKUX CpEACTaBa 3a HUXOBO JICUCHE W
IujarHocTUKy. Takohe, numa obonena oa peTkux Oosectu oHemoryheHa cy nma ocTtBape
MpaBoO Ha (OCTOjaHCTBEH) paj YKOJIMKO HUCY MpelnBuUl)eHH MEXaHU3MHU 32 OCTBAPHBAHE
npaBa Ha 3aIITUTY 3[[PaBJba, KA0 U MEXAHW3MHU 32 YKJbYUHBame O00O0JIENNX JIMIA Y PaTHy
3ajenHuUIly, y3uMajyhu y 003up, BUXO0BE 31paBcTBeHe MOTyhHOCTH. OCTBapuBame MpaBa Ha
COLIMjaJIHy 3alITUTy OHEMOryheHO je YKOJIMKO IMOCTOju HeMoh COLMjaTHHX CIYXOH 1a
uzally y cycper mnorpebamMa OBUX IMIA, ald W YIAHOBA IHUXOBE TMOPOIUIE 3a
BHCOKOCIICIIMjAJIN30BAHOM COIIMJAJIHOM 3aIllITUTOM, Yy3uMajyhu y o03up mnpupoay u
cnenuduunoctn petkux Oonectu. I[loBesaHoct , yciIOBBEHOCT W Mely3aBUCHOCT
OPYLITBEHOI W TPaBHOT  CTaTyca  BYJTHEPaOWIHUX/pambUBUX/MaprUHATH30BAHUX
JIPYILITBEHUX T'pyMa HAcTaje U3 MOBE3aHOCTH U YCIOBJBEHOCTU COIMjaIHE UCKIbYYEHOCTH U
MapruHaiusaigje, ca jeaHe, W JUCKpUMUHANM]e, ca napyre ctpane.  CormujanHa
UCKJbYYCHOCT M MaprHHAIHM3AIMja KA0 YUCTO COIMOJIOIIKH TIOJMOBH HEHM30CTaBHO JIOBOJIC
U 70 TUCKPUMHHAIIM]jE, KOja je MPaBHU 10jaM, y MOTJIely OCTBapHUBamkha OCHOBHUX JbYICKHX

npaBa u Vice versa.

1 1bidem.
142 1hidem.
143 |bidem.
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2.1 ByJaHepaOWJIHOCT APYWITBEHOT MOJIOXkKaja LA 000J1eJIMX 0] PeTKUX

ooJecTH

[Topen cormujaiHe MCKIJbYYEHOCTH, MaprUHANIHM3AIMje, TUCKPUMHHAILMjE, CyOodaBama ca
mpeapacyiamMa M JPYIITBEHOM HejeaHakolhy kKao OMTHO o0elexje MamHHCKHX Tpyla
jaBjba ce IHMXOBAa JPYIITBEHAa  BYJIHEPAOWIHOCT, OJHOCHO OCETJFUBOCT, OJHOCHO
pambUBOCT. MamHHCKE Tpyle MOry Ce Ha3BaTH M JAPYUITBEHO BYJHEPAOWIHUM WU
pamUBUM TpylaMa jep IBUXOBE XHBOTE MpaTe TEIIKOhe y caBiagaBamy OpojHHX Henaha
(TenecHUX, 3APABCTBEHHMX, IICUXWYKHX, COLUjaTHUX, MOPOAWYHUX, EKOHOMCKHX,
KYJITYpPHUX) KOje OOMYHO AeNyjy VIPYXKEHO, M 3a Yhje CcaBliafjaBarbe UM HEJIOCTa]y WUIIU

1% Toce6Ho ce mudepenuupa

JUYHHA KalalWTeTH WM TOJPIIKA COIHjATHOT OKPYKEHha.
BYJIHEPAOMITHOCT, OJTHOCHO PAalUBOCT OJpel)eHIX TpyIia Ha TPXKUIITY paja Koja ce olemyje
Ha OCHOBY CTaTyca JPYIITBEHUX TpyIa Ha TPXKUILITY Paja, OJHOCHO Ha OCHOBY WHIMKATOpA
pPamUBOCTH — CTOMNA HE3alOCICHOCTH W/WIM CTONA aKTUBHOCTH, CTOIMA 3alOCICHOCTH H
YIEO parbHBE 3alOCICHOCTH Y YKYIHO]j 3amocieHocTd.' PammBa 3amoCIEHOCT, mpema
nebunuMju MehyHapoaae opranuzanuje pajaa, 00yxpara caMo3anociieHe ¥ HeCaMOCTaTHE
4yiaHoBe JJoMahMHCTBA, 3aTHM 3all0CJICHE HA HECHTYPHUM IOCJIOBUMA, Ca HUCKUM 3apajiama
U HUCKOM TIPOJIYKTHBHOINNY, Ca HUCKUM HHBOOM 3allITUTE HA Pajay W JIONIMUM PaJHUM
yCIOBMMa, Ka0 M OHE 3aIlloCiieHe Ha He(OpMAIHUM IOCIIOBHUMA 0e3 miaheHor OCHOBHOT
3/[PaBCTBEHOT W coLMjanHor ocurypama.*® Takse rpyme, mo NPHHLIMIY APYIITBEHE

XYMaHOCTH M COJIMJAPHOCTH, 3aXTE€Ba]y UHTEPBEHIIN]Y CIY>KOM U MHCTUTYLH]A (BJIaJUHUX,

HEBJIAIMHUX WU U JeTHUX U APYTUX).

MamuHCcKe Tpyne ce MOTy HOJENUTH Ha — 1) OHe uMja BYJIHEPaOUIHOCT MPOUCTHYE U3
TelKoha y caBiajgaBamy *KMBOTHHUX YCJIOBA KOJU CY HACTaJIM HA TE€HETCKUM, OMOXEMUjCKUM

Y TICUXOJIONIKUM OCHOBaMa M Ha 2) OHE 4YHja BYJIHEPAOMIIHOCT MPOUCTHYE U3 OE3HAIEKHOT

* Ibidem.

Y5G. Krsti¢, M. Arandarenko, ,,Uticaj ekonomske krize na polozaj ranjivih grupa na trzistu rada u Srbiji,“ y
D. Vukovi¢, M. Arandarenko (pr.), Socijalne reforme-sadrzaj i rezultati, Fakultet politickih nauka Beograd,
Beograd, 2011, crp. 184.

% 1bidem.
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KHBOTHOT OKPYXKEHba HIIM KAO MOCICHIA H3PA3HTO CTPECOreHNX KHUBOTHHX porahaja.’’’
[Ipema 'mrepmany (Gittermann) y MamHHCKe Tpylie udja BYJHEpaOMIHOCT MPOMCTUYE M3
temkoha y caBiajaBamy JKMBOTHHX ycioBa cnanajy: obomenu on AWNJIC-a, rpannvnHn
nopemehajy mTuuHOCTH, 000JIeTN O] XPOHUYHHUX (PU3UYKUX OOJIECTH U OMETEHHU y Pa3Bojy,
nuna oboliena o1 IerpecHje, ela ca pa3BOjHUM TelkohaMa, uiia 00oena o JyIIeBHUX
Oonectu (HOp. cxuszodpeHHja), nena ca Temkohama y ydemy, JMla ca mpodieMumMa
VMICXpaHE 1 3aBHCHUIA OJ] aTKOXO0JIA U ICHXOAKTUBHHX cyncTanmn. ™ C 063MpoM Ha BETHKY
XETEepOreHoCT OO0JIECTH KOje ce MOTy KBAIM(UKOBATH KAao peTKe, IPYLITBEHY TIPYIy
o0oJtenX OJ] PeTKUX OOJIECTH YHHE OHA JiIa 00o0JIena O] pETKUX 00JIeCTH Koje TOBOJE JI0
rpaHnuHuX nopemehaja TMYHOCTH, 000JIENN Ol PETKUX XPOHUYHUX (PH3HUKUX OOJIECTH U
OMETEeHH Yy pa3BOjy, JuIa oboiena oj peTkux aymeBHHX nopemehaja. [Topen Tora,
y3uMajyhu y o03up U TO J1a y CTPYKTYpH JiMIa 000JeIuX O peTKux Oosnectu 75% uuHe
Jiera, y OBy TPyIy CHajajy ¥ Jema ca pa3BOjHUM Temkohama Koje Cy Tocienuiia Heke
peTke 00JIecTH, KOje MOCISTUIHO MOTY JIa TOBEAY U JI0 Tenkoha y o0pa3oBamy U KacHH]E
y 3anouubaBamy. 3a Juna oOosena oA peTkux OoyiecTH Be3yje ce  08ocmpyKa
gyiHepaburnocm. Hanme, \UXoBa BYJITHEpAaOMITHOCT IOCIeIUIIA je Teikoha y caBnanaBamy
KMBOTHHUX YCJIOBAa KOje Cy, Y BehnHU ciydajeBa, TEHETCKOT U OMOXEMHjCKOT MOpeKia JTOK
Ty BYJIHEpPAaOWJIHOCT JOJIATHO IOCIHEIlyje U UBOTHO OKPY)KEHE KOje UX HE IpPEero3Haje
(300T HUCKE y4eCTalOCTH, OJTHOCHO PETKOCTH CTama), a CAMUM TUM U HE IITHTH, 300T Yera
Cy HopojuIie Aere o0oJene o peTKUX 00JIecTH, a KaCHHUje U camMa JIella U Yy CBOM OZpaciioM
06y M3I0XKEHA 3HAYAJHAM CTPECOTeHMM uYMHHOImMMA. *® OHM Cy mocieauua colujaaHe
W30IIaIje, HEe3alOCIeHOCTH, Kalllkhekha ca JUjarHo30M, HeW3BecHomhy, HeJIocTaTka
uH(popmarrja u Temkoha y mpucTyIy oAroBapajyhoj 3ApaBCcTBEHO] U COLIMjAJIHO] 3AIITUTH.
Tako je mpema uctpaxuamuma yrepheno na cy y Cjenumenum AmepudkuM Jlp>kaBama
6% nuna obonenux oJf peTkux Oosnectu O6una mnpuHyheHa na ce cene, JIOK je MOJIOBHHA

Mopaiia aa mytyje oko 50 KM Kako OM JOOWIHM OoAroBapajyhy MeTUIIMHCKY nomoh.™® vV

7 A, Jyrosuh, op. cit., ctp. 32.

8 Ipid., crp. 52.

149 7. Zurynski, K. Frith, H. Leonard, E. Elliott, ,,Rare childhood diseases: how should we respond, “ Arch
Dis Child 2008:93, ctp. 1071.

10A . Jyroeuh, op. cit., ctp. 32.
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EBponn 4yeTBpTHHA 000JENUX je Mopaia Ja MyTyje y ApYry perujy, a 2% uak y Apyry
IpKaBy Kako OW OoyiecT Owmia JMjarHOCTUKOBaHA, JOK je 26% WUX H3jaBWIO Ja je
HeMoryhie 1a ocTBape IpaBo Ha 3APABCTBEHY 3aIUTUTY.™ - Iloped Tora, MOJOBHHA PETKHX
0oJiecTH ce jaBJbajy y JETUILCTBY 300T 4era BehmHa oOosiene Jere Mopa jJa IMpeKuHe ca
IIKOJIOBalEeM 300r HeMOryhHOCTH O0Opa30BHOI CHCTEMa Ja OJrOBOPH HHUXOBUM
norpebama. Tako Cy poauTe b JIEBOjUYHIIA KOjUMa j€ TUjarHOCTUKOBAaH PeToB cHHIpOM
yKa3anu Ha Temkohe y mpucrymy oOpa3oBamy, JOK Cy nera ca PeTaTHuM alKOXOJIHUM
curgpomom, PAC (enr. Fetal alcohol syndrome, FAS disease) umana temkoha y yuemy
360r Yera je 2/3 BHX 3aXTEBAI0 JOAATHO/KOPEKTHBHO yuere. 2 MctpaxuBama Cy, Takohe,
nokazana na HeotkpuBame PAC-a y panoj (a3u, OJHOCHO TMPOOJIEMH TOBE3aHH Ca
KallllbelheM Y JIMjarHO3M CMakbyjy IIaHCE 32 PaHOM OOpPa30BHOM HMHTEPBEHIIUjOM YUME

. . . . 153
HOBehaBajy PHU3UK KAaCHU]E€ I10JaB€ AYTOTpajHE HE3AIMMOCICHOCTH.

V3poiy MapriHaiu3andje ¥ JIPYIITBeHE BYIHEPaOWIIHOCTH Jelie ce y miecT rpyma — 1)
OpYUImeeHo-cmpyKmypainy TAe Clajaajy ApYyIITBEHE HejeqHaKkocTH, ypOaHu3aluja,
MUTpanyje W W30eTIMINTBO M JPYIITBEHO IOPOAWYHE TpaHchopMmanuje, 3atuM 2)
€KOHOMCKY Y3pOLIM KOjU HACTajy M3 EKOHOMCKMX KpH3a, 3aTBapama paJHUX MecCTa,
JYrOTpajHe HE3aroCI€HOCTH, JIOMMX MOTYNHOCTH paJHOT aHTaXoBama WM KUBOTA Y
HEepa3BUjeHUM reorpad)cKuM NoApyuujuMa, 3) KyamypHu Koju oOyxBaTajy IOCTOjame
CHQXHHUX  PACHUX/NOJHUX/€THUYKUX/CEKCYaTHUX  Mpelapacyia,  JUCKPUMHUHALH]Y,
HEO0Opa30BaHOCT M KYJATYPHY Pa3IUIUTOCT OJI TOMUHUPAjyhux BpeaHOCTH, 4) coyujannu,
I7e Chajajy CUpoMamTBO M 0Oena, BUCOKA CTONAa KPUMHUHAIMTETa M JIOIIa COLUjaJiHa
HOJpIIKA 5) JnecuciamusHy unu pecypCcHu y3polld — KpIIEHE JbYACKHX IpaBa, 3aKOHCKa
Hee(DUKACHOCT y 3alITUTH OJ AMCKPUMHUHAIIM]Ee, HEMOh COIMjaTHUX CIIYKOH, Cy)KaBame
Wi oHeMmoryhaBame OCTBapuBama COLHUJAIHUX TMpaBa (HIOp. pa3IdYUTUX BHUA0BA
COlLlMjaJIHE 3alITUTE M MOMONM), HEIOCTYIMHOCT APXKABHUX WM HEBIAJAWHUX yciayra |
HeaJleKBaTHa COLMjajiHAa MOJUTHKa (pagHa, cTaMOeHa, COLMjalHO-3alUTHTHA HTH.) U 6)

cyOjeKkmusHu UIu UHOUBUOYAIHU Y3POIIM TJAE Clanajy y3pacT (Behwm pusmk of

51 1hidem.
152 1hidem.
153 |hidem.
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MapruHajIn3alrje uMajy MIJN U CTapH), HHIUBUAYaTTHE ICUXUYKE KapaKTEPUCTHKE, JIOLIe
COLIMjaJIHE BEUITHHE W COLMjaJlHAa MAaCHBHOCT, CTPECOTEHH >KUBOTHM Jorahaju, oryhenoct
O]l CpeiuHe, HUCKH DaJHU M KBAIM(UKAIMOHM KamaluTeTd M OO0JIeCT, WHBAJIMIHOCT,
OMETEHOCT Y paBBij.154 VY3poru ByIHEpaOMIHOCTH ce OoOW4YHO MehyycoOHO mperumhy,
OJTHOCHO jeJHY JAPYLITBEHY TIpyIly 4YHMHE BYJHEpaOWJIHHM BHIIE Y3pOKa KOjU JeNlyjy

YIAPYKEHO.

Kox numa obonenux ox peTkux 0oJecTH MpUMapHU Cy CyOjeKTHBHU WIIM WHIMBHILYaTHU
y3poILiK, U OOMYHO Ce jaBJhba BUIIIEC CYOJeKTHBHUX y3pOKa TJ€ je MpUMapHa OOJIECT Koja je
peTka, M KOja HEPETKO Y3pOKyje WHBAIUAMTET, OJHOCHO OMETEHOCT Y pa3Bojy.
Cy0jexktuBHe (pakTope pHu3uMKa OOMYHO MpaTH YAPYKEHO JEeNOBamke COLUJATHUX U
€KOHOMCKHUX Y3pOKa, TJe ce 300T 030MJbHUX M HEJIOBOJHHO YeCTHUX OOJECTH KOje Ha Taj
HauuH OWBajy HEBH]JbMBE, IPBEHCTBEHO ,3a 3[PAaBCTBEHH CHUCTEM, a 3aTUM U 3a PaJHU U
COLIMjaJIHU, ald W 300T BHUCOKHMX TpOIIKOBA JICYCHa, OBa JIMIA CyOuYaBajy ca JIOUIMM
MOryhHOCTHMa PaJHOT AaHTKOBAaKa W JIOIIOM COIMjaTHOM IOJAPIIKOM, IITO Ha Kpajy
pe3yaTHpa JETIOBAKEM JIETHCIATUBHUX OAHOCHO PECYPCHHX Y3pOKa KOjH YECTO JOBOJIE /0
CyXaBama WIM OHeMoryhaBama OCTBapHBama TrapaHTOBAaHUX COIMjaTHMX IpaBa, 300T
HeMohu 3/IpaBCTBEHUX CITY:KOH, CITYKOU 3a 3arolbaBamke Kao U COIUjATHUX CIYXOU Koje
CYy HEZIOBOJbHO YIIO3HATE ca MPUPOJIOM OOJIECTH, Ka0 M HEJOBOJFHO KBaJM(UKOBAHE 32 Paj
ca JuuuMa oOOJNeNuM O]l PETKUX OoJecTH. Y3 HEaJeKBAaTHY COLUjaIHy MOJUTUKY
(3apaBCTBEHY, pajaHy, CTamMO€HY, COIMjaTHO-3alITHTHY) OBa JHIA TOCTa]y CYOjeKTH
JMCKpUMHUHAlM]je, CTUTMaTHU3allkje, OJHOCHO MapruHalu3aluje ApymTBa y koMme xuse. Ha
Kpajy, Juua obosiena oJ peTkux OoJecTH cyodaBajy ce ca IMoBpeAaMa M O030UIJbHUM
KpIIEHEM OCHOBHUX JbYACKUX TpaBa. Jluma obosnena o1 peTkux 00JeCTH NOCTajy CyOjeKTH
BUILIECTPYKE MaprHHAIM3AIM]je, OJHOCHO TMPEACTaB/ba)y BHIIECTPYKO BYITHEpAOUIHY
JPYIITBEHY TPyIMy 3a 4YHjy 3alUTUTY MpaBa j€ HEONXOJHO YCTaHOBJbABAKE MEXaHU3aMa
Koju oMoryhaBajy a oBa JUIla MOCTaHy BUAJbHMBA KAKO Y OKBHPY JAPYIITBEHOI TaKO U Y
OKBHPY MPABHOT CHCTEMa OJHOCHO TpenBHhame nocebHux, 000amHux mepa sauimume y

OK8UPY paoHo2, 30pascmeenoe U cucmema coyujanine 3aumume.

>4 Ibid., cp.55.
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Kao mTo je mpakca mokasaina, 3ApaBCTBEHH CTATYC IMOjEAMHIIA WM TPyIe MMa 3araxeH
yTUIaj HA eKOHOMCKO-COIIMjaJIHU CTaTyC, MOBPATHO U HU3aK EKOHOMCKO-COIIMjaJTHU CTaTyC
uMa yTUIla] Ha 37paBJjbe, TO jecT OOJIECT M CHPOMAIITBO,0JJHOCHO HE3aIlOCICHOCT JCNYjy
3IpYKEHO: ,,MHOTH JbyH ¢y OOJIECHH jep Cy CUPOMAIIIHH, OHU IOCTa]y CHPOMAIITHU]JU jep
cy Gomechu, a GomecHuju cy jep cy cupomammmnju“ (C.E. Winslow)."®® Coumjanna
UCKJBYYCHOCT JHIa 000JeNnuX OJ pPeTKux OoiecTd mocienuia je OojiecTH Koja 300r
KapakTepa PeTKOCTH JIOJIATHO BOJM Ka MaprUHAIM3AIMjH U BYJTHEPAOUIHOCTH, a TIOTOM M
Ka ,,IPAaBHOj MCKJbYYECHOCTH ' KOja HACTaje W3 HEBUIJBHBOCTH, NPBEHCTBEHO, Y OKBHPY
JIPYIITBEHOT, a 3aTMM M MpaBHOr cuctema. [loTpeba 3a amexkBaTHOM 3/pPaBCTBEHOM
3alITUTOM BOJAM Ka MOTpeOM 3a afeKBaTHOM 3alITHTOM OJI HE3alOCIEHOCTH, Kao U 3a
COLIMjaJTHOM 3alITHTOM, Y MEpU Y KOjOj jé TO OCTBAapJbUBO, y3uMajyhu y o03up mnpupoay
onpehene perke Oonectu. boiecT, HE3amOCIEHOCT W CUPOMAIITBO jecy MelhycoOHo
NOBE3aHW M 3aBHCHU COLMjaHM NPOOJEeMH TJe HACTaHAK jeIHOT Y3pOKyje HacTaHak
OCTAJIMX ¥ TJI€ CHCTEMCKO HepelllaBame NMa HEraTUBHU yTHUIIA] HA OCTBAPUBAHKE OCHOBHUX
JbYJICKUX TIpaBa, OJJHOCHO IpaBa Ha 3aIlTHTY 3/paBJba, IpaBa Ha (JI0CTOjaHCTBEH) pajl, Kao

U 1paBa Ha COLUjalIHy 3alITUTY.

OcCHOB JbYACKHUX TIpaBa jecy YOBEKOBE MOTpede, TOK MPaBHU MOPEAaK y3Irke morpede Ha
HUBO TpaBa, PETYJUIIE HAYUH U YCIIOBE HUXOBOT 33/I0BOJbEHA, Ka0 U MPUCTYI U3BOpUMA
3a CTHI[Ae NPETIIOCTABKH 33 FHXOBO 3a10BOJbEHC. ° Mehyrnm, HuCy cBe morpebe
Y3IUTHYTE Ha HUBO TIpaBa, Beh caMo OHE KOje Cy 3HauyajHe 3a MOojeNHIIA U 32 JIPYIITBO JOK
u mehy mUMa MMa OHUX KOje Cy BUIIE U Mame BakHe. BaxkHe cy oHe moTpebe Koje cy
VHHBEp3anHOT KapakTepa. > IIoTpeba 3a 3aIITHTOM 3IpaBiba, MOTpeGa 3a PagoM, Kao H
noTpeda 3a COIMjaTHOM 3aIlITUTOM jecy oTpede YHUBEP3ATHOT KapakTepa M Be3aHe Cy 3a
CB€ JbYJIE, OJTHOCHO 3a CBE JIPYIIITBEHE IPYIe U MOjeANHIIE, YKJbYUyjyhu U 3a nuiia obosena
on petkux Oonectu. O6aBe3a je ApxaBa Ja, Y OKBUPY CBOT MPABHOT MOPETKA, PEryIHIIY
yCIIOBE M HAYMHE 3a FHHXOBO 33JI0BOJbEHE, alld M MPHUCTYN H3BOpuUMa (pecypcuma) 3a

CTHUIIabE MPETIOCTABKH 32 HUXOBO 337[0BOJbECHHE, YKIBbYUyjyhu u npeasul)ame MexaHu3ma

% 4, Illarpuh, O. Paxynosuh, M. Borganosuh, P. Mapkosuh, ,,Coyujarna mapeunanusayuja u 30pasmwe,
Acta Medica Medianae, Vol.46, 2007, ctp. 50.
8B, Ilynnepuh, Coyujarno npaso, Tpasuu daxynrer y Beorpamy, Beorpaz, 2009, crp. 16.
157 [
Ibidem.
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3a OAPKHMBO (PMHAHCHUPAE JIEKOBA U MEJUIIMHCKUX CPEACTaBa, KAa0 U MEIUIIMHCKE OTpeMe
3a nedeme petkux o6onectu. C 063upoM Ha TO, 1a peTKe 0OJIecTH YMHE rPpyMy 0OJecTH Kao
U CBE JIpyre, O KOJUX CE PasiMKyjy jeJMHO 1O CTEMEHY YYEeCTAJIOCTH, JIHIa 000Jiena o1
peTKHUX 0O0JIECTH MMajy IIPABO HA JeIHAK MIPHUCTYII 3[PAaBCTBEHO] M COLIMjAJTHO]j 3aIITUTH, Ka0

U Ha jeJIHaK MPUCTYI TPXKUIITY paja.

2.2  OnumTocT ¥ MOceOHOCT MPABHOT CTATyca — MPaBa JHIa 000JIeTUX 01

PeTKHX 00JIeCTH Y KOPILYCY JbYACKHX NpaBa

[TpaBHU cTaTyc MojeIMHIIA OAHOCHO Ipyne oJpeheH je 0JHOCOM APYyIITBA OJJHOCHO JpXKaBe
npeMa JIaToM T0jeIMHITY/TPYIY U U3pakaBa ce ImyTeM Bakehux npaBHuUX HOpMuU. Hanwme, y
OIIITEM CMUCITY, IPABHH CTATYC MOjeIUHIIA/IPYIITBEHE TPYIE Y OKBUPY MPABHOT CHCTEMA
yIBpheH je OCHOBHUM JbyJACKHM MpaBuMa. OCHOBHA JbYACKAa IpaBa IMPOKJIAMOBAaHA Yy
Mel)yHapoAHUM, PErvoHaJHMM M HALMOHAJIHUM JIOKYMEHTHMa O JbYJICKUM IpaBUMa
MPEJICTaBJbajy MPAaBHU OKBUD 3a YTBphHBame MPaBHOT CTATyca MOjEeANHIIA U JPYIITBEHUX
rpyna y onwmem cmMuciy, yKJbydyjyhu u yTBphuBame craryca Juma o00JeTuX O] PETKUX
Oonectu. Y Haj3HauyajHUje MelyHapoaHE M perHoHajIHe JTOKYMEHTE O JbYJCKUM IpaBUMa
yOpajajy ce Oniura aexnapanuja Yjenumwenux Hanuja (YH) o sbyackum npaBuma u3 1948.
roguHe, MehyHapoanu nakt o rpahaHckuM U noauTHYkuM npasuMa YH u Mehynaponuu
MaKT O €EKOHOMCKHUM, COLIMJaJIHUM U KyATypHUM MpaBuma YH, o0a u3 1966. ronune, kao u
EBporncka koHBeHIMja O JbyackuM mpaBuMa u3 1950. n EBponcka couujaiHa nosesba U3
1961. rogune (peBunupana 1996. ronune). Y Hunu, 2000. rogune, ycBojeHa je Iloesma o
ocHOBHUM TipaBuMa y EBporickoj yauju, unme ce EBpornicka yHuja, kao jeaHa o Boaehux
PETMOHAIHHUX OpraHu3alMja, ¥ 3BaHUYHO ONpEAeTsia 3a KOHIENT TP)KHIIHE, ald WU
couujanae EBporne 3acHoBaHe Ha BpeJHOCTHMa cl1000]1e, JOCTOJaHCTBA, BlIaJlaBUHE MpaBa,

jCIIHaKOCTI/I " COJIMAAPHOCTH.

Hcropujcku nmocMarpano, 0poj JbYJACKUX MpaBa BpeMEHOM ce moBehaBao, kao mocienuia
[IUBWJIN3ALMCKOT HalpeTka M pa3Boja JbYACKOT JPYILTBA, ITOYEB OJ MPBOI CABPEMEHOT

JOKYMEHTa O JbYJACKUM TipaBuMa — ¢paniycke Jlekmapanuje o mpaBuMa YOBEKa M
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rpahannna u3 1879. romuHe 4ymja je caapKUHA MPBOT YiaHa — ,,/1a ce Jbyau pahajy u xuBe
cJ1000/1HYU ¥ jeTHaKH y IpaBUMa,"* 10 JaHAaC OCTala MMIEPATHB CBUX KaCHUjUX JOKyMEHaTa
0 JbYJICKUM IpaBUMa, Kao HEHO HajBehe gocturhyhe, ma o jeaHOT Off Haj3HAYAJHH]JUX
JIOKyMEHaTa O JbYJICKUM IIpaBUMa JaHaIlbHIE, TO jecT Ommre aexnapanmje YjeanmbeHnx
HalMja O JbyACKMM mpaBuMa u3 1948. rommue. Ommra nexnapauvja YH o Jpyackum
npaBuMa (1948) ucrtuye na je mpu3HAaBamE YPOHEHOr [OOCTOjaHCTBA W jeIHAKUX H
HEOTYhMBHX IpaBa CBUX JbYAU TeMeJb cI000/e, paBae u Mupa y csery. OBaj nmmnepaTrus
Ipe/cTaB/ba HAJOTpaamy NpBor wiaHa Jleknmapamnuje o mpaBUMa 4oBeka M TpalaHuHa
(1879) na cBu Jpyau mMajy jeqHaka mpaBa Koja CTUUY pohemeM, ¢ THM IITO C€ OTHUIILIO
Jlajbe, IMTO je MOCIeauIa UCTOPUJCKUX U JIPYIITBEHUX OKOJHOCTH BpEeMEHa Kaja ce OBa
Jeknapanuja ycBajana, ¥ 3aBpuieHor J[pyror cBeTCKor para, Iie ce yKasyje Ja Ccy jelHaka
JbyJCKa IpaBa 3a CBE JbyJE CBETa TeMeJb ClI00Ojae, MpaBIe M MHpa Yy CBETYy, Kao
HajBaXHUJUX BPEIHOCTH YoBeyaHcTBa. Ommira nexiapanuja YH o jpyackuM nmpaBuma uma
BEJIMKH 3Ha4aj jep je ped O MPBOj CBEOOYXBATHOj JIMCTH WM KaTaJIOTy JbYACKHX TIpaBa

158
JOHCTOM Ha MCEYHapOI[HOM HHUBOY.

Hakon Omimte nexiapanuje o JbYIACKAM MpaBUMa
(1948), y okBupy YjenumeHHUX Haluja, JOHET je MehyHaponuu makt o rpahaHcKuM u
noauTHYKuM mpaBuma (1966) m MelhyHaponHu TakT O EKOHOMCKHM, COLHUjaTHUM H
KynTypHuUM npaBuma (1966). OBM AOKYMEHTH YTHLIAJU Cy HAa YCTaHOBJbABaWE IOJIEIIE
JbYJICKUX TIpaBa Ha JbYJCKa TpaBa MpPBE M JApPyre reHepaiuje, aa OW KacHHUje Ol CTpaHe
TeopeTuvapa oBa Mojenia Owia IpolMpeHa W oOyxBaTana M JbyJCKa MpaBa T3B. Tpehe
reHepanuje. Y TpBY IeHepaldjy JbYJACKUX IpaBa CBPCTaBajy ce Kiacu4yHa rpahaHcka u
MOJIMTUYKA TIpaBa, Kao IITO Cy TapaHidja JEeIHAKOCTHU, OJHOCHO cCJo0one of
JTUCKpUMHHAIIM]E, 3a0paHa pOICTBa, MYY€Ha, MPaBO Ha CYJCKY 3allTUTY 3ajeMUYEHUX
mpaBa, MPaBO Ha MPUBATHOCT, c000/a KpeTama, MpaBO Ha WMOBHUHY, clo00aa MHCIH,
CaBeCTU M BEPOHUCIIOBECTH, ClI000]1a OKYIUbaba U yIPYKHUBaba . Hpyry renepanujy
JbYJICKUX TIpaBa YMHE TpaBa U3 TPyle eKOHOMCKHX, CONMjaTHUX M KYITYPHHUX IIpaBa TIe

crajajy TMpaBo Ha paja, MpaBo Ha cilobogaH u300p 3amociema, Ha TpPaBUYHE H

SaIlOBOJ'LaBajy'hC YCIOBC paaa, Kao U Ha 3allITUTY OJ HE3allOCJICHOCTH, IMPAaBO Ha jCI[HaKy

18 C. Tajunm, Jbyocka npasea, npasno — cucmemcku oxeéup, IlpaBru ¢axynrer YHHBep3uTeTa YHHOH,
WHcrutyt 32 ynopeano npaso, beorpaz, 2012, crp. 136.
% 1pid., crp. 137.
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3apajdy 3a paj jeHaKe BPEIHOCTH, NMPABO Ha 3a70BOJhaBajyhy HakHAAy 3a paj, MpaBo Ha
OJIMOp M OTPAHMYEHO PaJHO BpEeMe, MPaBO HA CHUHIMKAIHO OPraHU30BAmE U JICIOBAME,
MpaBO Ha XKUBOTHU CTaHIapA Koju o00e30ehyje 3apaBibe W Ojarocrame IOjeAMHIYY H
HETOBO] TOPOJUIIM, IMPAaBO HA COIMjaTHO OCHTypame, MOCEOHO Yy ciydajy OoJecTw,
HECIIOCOOHOCTH 3a paji, CTApOCTH U CJI, IpaBa MajKe U JIeTeTa, IPaBo Ha IIKOJIOBAkE, Kao U
npaBo Ha ydemhe y KyATYpHOM, YMETHHYKOM M HayYyHOM O>KHBOTY 3ajeJHUIIEC MLITO
VKJbydyje U 3aIITHTY HAYYHHX, KEIDKCBHHX M yMETHHYKHX Iena.”° HoBa rpyma mpasa,
OJTHOCHO TTpaBa T3B. Tpehe reHapaiyje HacTana cy celaMIeCeTHX roJIMHa MPOILIora BeKa, y
KOHTEKCTY IIUPEHa JIMCTE JbYJACKMX TpaBa, Ka0 M YCIEA IHMBHIM3AIM]CKOT HampeTKa
JpymTBa Kako OW ce 3aJ0BOJbMIIE HOBOHAcTase moTpebe Jpyau. Tako, y mpaBa Tpehe
reHepallyje Crajajy mpaBo Ha pa3Boj, PaBO Ha MUP, IPABO Ha 3aIITHTY )KUBOTHE CPEIUHE,
Iok ce kpajeM 20. Beka 0BOj TPYIHU J0/ajy U crienu(UYHN 3aXTEBU BE3aHH 3a IEMOKPaTH]y,

106po yIpaBibame 1 JbYICKy 6e36ennoct. ®!

Hakon Ommre aexmapanuje o JbyackuMm mnpaBuma (1948) u ommTux mehyHapoaHux
JOKyMEHaTa O JbYJICKMM IIpaBUMa, OJHOCHO MelhyHapogHor makta o rpajaHCKuM |
noauTykuM mpaBuMa (1966), u MelyHapogHor makta 0 €KOHOMCKHM, COLHMjaIHUM H
KyitypauM npaBuMma (1966), y okBupy VYjeIMmeHHX HalMja, JIOHETH Cy U HOCeOHU
OOKYMEHmU O /bYOCKUM Npasuma KOJU c€ OJHOce Ha mpaBa U ciobonxe oapeheHux
JIPYIITBEHHUX TpyIa YAME C€ YKa3yje Ha noCeOHOCM HUX0802 npagnoe cmamycd. Y CBajame
JIOKyMEHaTa KOjU ce€ OJHOcCe Ha chenuuyHa IMpaBa MOJEIUHUX JAPYIITBEHUX TIpyma,
OJIHOCHO JIOKyMeHaTa ratione personae, mmaio je 3a HWJb MpYKame IOoAaTHE 3allTHTE
1paBa pambUBUM (BYJIHEpAOUIHUM) APYLITBEHUM IpynamMa. Tako cy y okBUpPY Y]jeIUHEHUX
Hanja ycBojeHe KonBeHimuja u mpotokon o crarycy wusberymma (1951, m 1968.),
KonBenmja o mpaBHOM Tmoyioxkajy Jjuna 0Oe3 apkaBibaHcTBa (1954), KonBenuwmja o
yKHJaky CBUX 00JiMKa nuckpumuHanuje skeHa (1979), KonBenuuja o mpaBuma jaereTa

(1989), kao u KonBenuuja o npaBuma ocoba ca uaaauauteTom (2006).

180 1hidem.
%1 Ipid., ctp. 138.
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JlenoBame opranuzanuje YjeqUmBCHUX Hallja y pa3BOjy M IIHMPEHY KaTajora JbYACKHX
npaBa MpaTu U JIEJIOBAakbE JIBEjy PErHOHATHUX OpraHM3alija Koje MMajy BEJHKY YIOTY y
oBOj obiactu,a To cy Caser EBpone m EBporicka ynuje. CaBer EBporie kao monuTuydka
3ajenqHuna ocHoBaHa je 1949. ronuHe ca OCHOBHMM IuJbeM yHampehema nemMokpatuje u
MOIITOBakhba U IIHPEHa JbYACKUX IpaBa, Y OKBUPY Koje Cy JOHETa JBa HajBaKHUja
peruoHaNHa u3Bopa JbYJACKUX IpaBa — EBporicka KOHBEHIMja O JbyACKUM npaBuma (1950)
u EBporicka comnujanna mosesba (1961, pesumupana 1996). Espornicka yHwuja je, ca apyre
CTpaHe, perHoHaJIHA OpraHu3aldja Koja jeé Hacrajga, MPBEHCTBEHO, paau o0Oe3dehema
€KOHOMCKOT HalpeTKa JapkaBa wiaHuma. MelyTuM, BpeMeHOM je yTBpeHO 1a eKOHOMCKH
Hanpeaak Huje Moryh 0e3 couujasHOr Hamperka u Vice versa, te EBporicka yHuje Huje
MoOrja Ja OCTaHe MO CTPaHU Yy OONACTH JbYACKHX IpaBa, MPBEHCTBEHO OHUX U3 TpyIe
€KOHOMCKO — COLIMjaJHUX MpaBa. Tako cy akTUBHOCTH EBporicke yHHje y MOYeTKy Ouie
Be3aHe 3a 00J1aCTH KOje ce TUUy IPUBpEIHE ACTATHOCTH, Kao IITO j€ 3alITHTa MOTpolIaya,
)KUBOTHE CPELHHE, HHTEICKTYaAIHE CBOJUHE, KA0 M 00JIACT PajHOT M COLMjaIHOT Ipasa. ®
BpemeHoM, eBpOICKO KOMYHUTApHO MPaBO CE€ Pa3BHjalio y MPaBIly peryiucama U JPYrux
o0nacTu JbYACKUX MpaBa, Kao MITO je o0JacT 3allTUTe OJ JUCKPUMHUHALIM]E U 3aIITHUTE
nozxaraka o juasoctr.'®® Tako je y Humm 2000. romune, EBporicka yHmja ycBOjuia npBu
OIIITH KaTaJor JbYJACKUX IpaBa 4uju je Ha3uB [loBesba 0 OCHOBHUM mpaBuMa EBporicke

164 .
% ToBesba 0 ocCHOBHIM npaBuMa EBporncke yHuje, oqHocHO Iloespa n3 Hune nma

YHH]JE.
UCTOPUJCKM 3HAYaj jep M3jeJHayaBa IO 3HAyajy OCHOBHA COLMjaJHa MpaBa ca JAPYrHM
(ITMYHUM, TIOJIMTUYKUM, EKOHOMCKMM) OCHOBHMM IIpaBMMa YHMME C€ HamylTa
TPAIUIIMOHATHYU Jyaln3aM y Mel)yHapoIHOM MpPHCTYITy PEryarcamy OCHOBHUX JbYACKHX
npaBa.165 Hauwme, peu je o nyanusmy Koju je IpUCYTaH Y OKBHPY Y]eAUEHEHUX Haluja U
oriena ce y joHouewy MehyHapoaHor nakra o rpal)aHCKUM U MOJIMTHYKHAM MpaBUMa, ca
jeaHe, 1 MelhyHapoJHOT MaKTa O €KOHOMCKHM, COLMjalHUM M KYJITYpHUM IIpaBUMa, ca

Jpyre CIpaHe.166 VY okBupy Casera EBporne, nyanusam ce oriiena y gjoHomniewny Konsenmuje

162 |hid., crp. 140.

183 Ibidem.

%% 1bid., crp. 141.

g5 A. Jly6apna, Eeponcko paowno npaso, U], IToaropuna, 2004, ctp. 97.
186 1hidem.
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0 3aIITUTH TpaBa YOBEKa W OCHOBHHM cjo0omama, ca jeaHe, u EBporcke couujanne
roBeJbe, ca Apyre crpase.”>’ MelyTuM, MOCTaB/ba Ce MUTAbE 1A JIM je ,,pasiBajambe’ y
mehyHapogHUM JTOKyMEHTHMA, rpal)aHCKUX M TOJIMTUYKMX OCHOBHUX JBYJICKHX IPaBa O
€KOHOMCKUX, COLMjaTHAX U KYJITYpHHX MMAJIO 3a IWJb JaBame Beher 3Hauaja mpBoj rpymnu
IpaBa WK je TO CaMO CTBap MpaBHE TEXHUKE, T Ja je OBa MOJela MOCIeaUIa UCTOPH]CKOT
pa3Boja Karajora JpbYACKHX IpaBa M TOTa Ja Cy IpaBa T3B. IPBE I€Hepaluje UCTOPH)CKH
CTapHja, OJJHOCHO KaKO Cy ce MoTpede Jbyqu Memalle TaKo Cy HacTajaja W HOBa IpaBa.
[IpaBa npBe reHepaiyje, OMHOCHO rpah)aHCKa M MOJIMTHUYKA MIPpaBa HAacTaia Cy Ha MOYETKY
npesacka y MoJepHO 7100a, y TOKy 18. Beka, kao mocieaniia MpOMEHE CXBaTama OJHOCA
nojexuHna u apxase.’°° [lpaBa apyre reHepaumje cy miaba,  Be3yjy ce 3a HAIope
palHUKa W JPYruX Tpyla COLHUjaTHO YIPOKEHOT CTAaHOBHUINTBA Ja 3a cebe ocurypa
[IOrOZHO EKOHOMCKO, PajHO, COLIMJAlIHO U KYITYPHO OKpyxkeme. ™ Ykomnko mohemo ox
CXBaTama Ja Cy JbyACKA NpaBa M3pa3s dYoBEKOBHX morpeba,’’’ Te ma ce Te morpebe
noBehaBajy ca pa3BojeM 4YOBeKa W JPYIITBA YOIIITE, jaCHO je 3amTo cy rpahaHcka u
MOJIMTHYKA TpaBa HAcTalla MPBa, OJHOCHO Jia je pa3Boj yoBeka kao rpahanuHa nmoBehaBao
BEroBe NOTpeOe 32 €KOHOMCKHM, COILMjATHUM W KYJITYpHUM HampeTkoM. Te morpebe cy
KacHHUje Y3IUTHYTe Ha HHBO mpaBa. Ca mpyre ctpane, EBporicka yHHja, Ka0 pernoHaliHA
opraHu3zaiiija, OCHOBaHa je ca IUJbeM €KOHOMCKOT HalpeTKa JIp)KaBa WiaHUIa U UMaia je
MIPBEHCTBEHO EKOHOMCKE IIMJbEBE, aji je pa3Bo] YHH]E€ WIIA0 Yy TaKBOM MpaBIly Jaa je€
IPEOBJIAJATI0 CTAHOBUIITE J]a je €KOHOMCKHM HAIlpeJlaK YCKO IOBE3aH ca COLMjaTHUM U
KyATYpHUM HanpeTkoM.OCHOB 3a TakaB HalpelaK jecy eKOHOMCKA, COLUjaliHa U KYJITypHa
mpaBa, Te¢ je HoBa ¢uno3oduja pa3Boja EBporicke yHHje 3acCHOBaHA Ha PaBHOTEXKH
dunosoduje Tpxmmra W durosoduje (CBMX) OCHOBHHX JbYICKHX mpaBa.’'~ OBO
CTaHOBUILTE U3pakeHO je y [loBesbr 0 OCHOBHUM NpaBuMa y EBpOICKOj yHH]U, OTHOCHO Y
[Toessu n3 Hune. IToBessom u3 Hure, Takohe, ce u3pakaBa U mHTepecoBame EBporcke

YHI/Ije 34 EKOHOMCKOM U COUMjCl]lHOM 3amumumom MarbUHCKUxX ()pymmeeﬁux cpyna,

7 Ibidem.

168 C. I'ajun, op.cit., ctp. 137.

159 Ihidem.

g, Myupepuh, ConwmjanHo npaso, ... , Op. Cit., ctp. 16.

Y1 B, A. Jly6apaa, EBporicko pafHo mpaso, ... , Op. Cit., ctp. 98 — 99.
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npeasuhameM y TpeheM moriaBby Koje HOCH Ha3MB ,,JeAHAKOCT OCEOHUX MpaBa JeTeTa
(unn. 24), mpaBa cTapujuX JIMIAa HA JOCTOjaH M HE3aBHCTaH )XKUBOT M yuelrhe y IpyITBEHOM
U KYJITYpPHOM XKHMBOTY (Wwi. 25), Kao M TpaBa JIMIA Ca WHBAIUAUTETOM Ha HE3aBHUCHOCT,
po)eCHOHAIIHY U IPYIITBEHY MHTETpaInjy (Wi.26), ynMe ce KeJNu yKa3aTH Ha MOCeOHOCT

HBUXOBOT IIPAaBHOT, Iy U JAPYIITBEHOT CTaTyca.172

Pa3Boj mpaBHe QUCHMIUIMHE TpaBa JbYACKHX IpaBa KpeTao ce y MpaBily, MOCeOHO Ha
noyetky 21. Beka, NpU3HaBamka IMOCEOHOCTH MAPYHITBEHOT a 3aTUM, MOCIEIUYHO, H
NOCEOHOCTH TPABHOT CTAaTyca MAambMHCKUX JIPYIITBEHHX IpyIa, W MpeaBubama JOAaTHUX
MaxaHu3ama 3allTUTe BUXOBUX OCHOBHHUX JbYJICKHUX IIpaBa, I1a U IPU3HaBama JO0JAATHUX
npaBa creuu(UYHO MOBE3aHUX ca HBUXOBUM Horpebama. IlonasHu nmpuHUUMIM 32 OBakaB
KOHIICTIT 3aIITUTE MAmbMHCKUX M OOWYHO MaprUHAIM30BAaHHUX JAPYIITBEHUX Tpyla jecy
NPUHINI JeTHAKOCTH CBUX JbYJCKUX Onha y mpaBuMa u ci1o001amMa, MPUHIIKI XyMaHOCTH H

IMPUHIUII COJIMAAPHOCTH.

Ilocebnocm npagnoe cmamyca nuya 0b6oaenux 00 pemkux dojsecmu MOYNBa Ha TOCEOHOCTU
BUX0oBUX MoTpeda. [TocebHOCT moTpeda nuia 060nenux o1 peTKUX OONECTH MOCIEAMIIA j&
PETKOCTH HUXOBOT 3paBCTBEHOT cTama. [loTpeda 3a ouyBameM 31IpaBiba JbYAH JO0MIIA j&
MpaBHY KOHOTAIIM]y NMPU3HABAKEM IIpaBa Ha 3aIITUTY 3/paBjba y CBUM MelyHapoaHuM,
pPETMOHAIHUM M HallMOHATTHUM MPaBHUM JIOKyMeHTHMA. [IpaBo Ha 3alITHTY 3ApaBiba WU
MPaBO Ha 3/IpaBCTBEHY 3aITUTY, Y HOBHUj€ BpeMe, KOPUCTH C€ U TEPMHUH IMPABO HA 3APABIbE
IPU3HATO j€ CBUM TIpaljaHrnMa jeHe 3eMJb€ M MMa KapaKTep OCHOBHOT JbYJCKOI IpaBa.
MebhyTtum, 300T pETKOCTH 3APaBCTBEHOT CTama 00o0JIelNa JTUlla ce YecTo, y mpakcH, cycpehy
ca mpobremMuMa W HeMoryhHomhy y ocTBapuBamy IpaBa Ha 3allTHTY 3/paBiba, IMITO
MOBJIaYM 32 COOOM M HEMOTYNHOCT OCTBapHBama OCTAJIMX MpaBa U3 TPyle eKOHOMCKO —
COIMjaJTHUX TpaBa, OJIHOCHO IMpaBa Ha paj, MpaBa Ha oOpa3oBame, IMpaBa Ha COLUjATHY
3amTuTy. Hucka yuectanoct u 3acTynpeHOCT OOJIeCTH yTHIlala je Ha TO Ja (hapMarieyTcke
KOMIIaHUj€ HHUCY MMaje €KOHOMCKH HMHTEpec Ja MPOU3BOJIE JIEKOBE 3a JICUCHE PETKHUX

6onectu. JlekoBu 3a nederwe BehnHe peTKUX 0OJIECTH JIOCTYIHU Cy Ha TPXKHILITY 110 BeoMa

Y2Charter of Fundamental Rights of the European Union (2010/C 83/02), mocrymmo Ha: http://eur-
lex.europa.eu/LexUriServ/LexUriServ.do?uri=0J:C:2010:083:0389:0403:EN:PDF
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BUCOKHM II€HaMa, 1 OOMYHO ce He Hajla3e Ha MO3UTHUBHUM JINCTaMa JIEKOBA, OJTHOCHO OHUX
KOju ce pUHaHCUPajy U3 JonpHHOCca Win u3 Oyuera. Ilopen Tora,onpelen mporeHar jekoBa
ce HaJa3W y MOCTYNKY KJIMHHYKOT HCIIUTHBAmWa, TIE CE OTBApajy IHTamba YCIIOBA IO
KOjUMa je JOMyHITEHO KOH3YMHpame JIEKOBa KOjU C€ Hajla3e y MOCTYNKY KIMHUYKOT
MCTINTHBAmA. " 3IPABCTBEHH PAIHHIM 360T PETKOCTH I0jaBe GOJIECTH INTO MOBIAYH 32
co0OM HeIoCTaTak CTPYYHOT 3Hama O 00JIeCTH, Kao M 300T HeJOoCTaTKa ojaroBapajyhmx
JIMjarHOCTUYKHX CPEJCTaBa Y€CTO HUCY Y MOT'YhHOCTH J1a Ha IpaBW HaYMH AWjarHOCTHKY]Y
U Jiede KOHKPETHY PETKy OoJiecT, a y CiiydajeBUMa Kaja ce OOJIECT M JIUjarHOCTHKYje Ha
BpeMe, jaBJjba c€ MpOOJIeM HeIoCTaTKa METUIIMHCKHX CpEeACTaBa, pecypca 1ga ce aara

0oJiect Jeun, OJHOCHO YCJIOBa Jia ce MPYXH MmoceOHa (aeKBaTHA) MEIUIIUMHCKA HETa.

Hemoryhnoct ocTBapuBama mpaBa Ha 3alITHTY 37paBjba JOBOAM 10 TNpobiema y
OCTBapUBamYy, M BOJH Ka HEMOTYNHOCTH OCTBapHBama IpaBa Ha (1qocTojaHcTBeH) pan. Cee
TO BOJM Ka CHPOMAIITBY, j€HOM OJ NMpPUMapHHUX COLHMjaIHUX MpoOjeMa, OJHOCHO Ka
HemoryhHomrhy ocTBapema OCHOBHHX KMBOTHUX NOTpe0a, moTpede 3a 04yBambeM 3paBiba,
notpede 3a pagoM U OAroBapajyhoM €KOHOMCKOM CHTYpHOIINy, YMMe OBa JINIA HEPETKO
M0CTajy KOPUCHUIM CHUCTEMa COIMjaJIHE 3aIITUTE. Y CTAaHOBE COILMjaTHE 3aITUTE HEMajy
KalaiuTeT 32 CMEIITaj U MOTPeOHy HeTy Juia 000JIeNuX O] PEeTKUX O0NecTH, YKIbyuyjyhu
U KBaM(UKOBAH Kajap 3a paj ca 000JeuM JUIMMa KojuMa je MoTpeOHa noceOHa Hera u

TpPETMaH.

be3 anexBaTHe 31paBCTBEHE, pajJiHE U COLMjaHE IOJIMTUKE Jp’KaBe y OOJIACTH PETKUX
Oonectn yuMme OM ce yKa3ajlo Ha MOCEOHOCT HUXOBOI APYIITBEHOT, Ka0 U MOCEOHOCT
IPaBHOTI CcTaTyca, U Koja OM Kao TakBa OuJia MpHU3HATAa y MPaBHUM JIOKYMEHTHMa, JIMLA
obojenia o1 peTkux OONecTH cyoueHa Cy ca HemoryhHomhy y ocTBapuBamy, Ia U ca
KpIIEHEM OCHOBHMX JbY/ACKHUX IpaBa, OYEB OJ1 [TpaBa Ha 3allTUTY 3]paBJba, IpaBa Ha paf,
IpaBa Ha COLMjaJHy 3allTUTy, A J0 HajBaKHMjer MpaBa Ha >KUBOT. [Ipu3HaBame

MOCEOHOCTH MMpaBHOT CTaTyCa U YCTAHOBJbABAKC NOJATHUX MCXAHU3MaA 3alITUTC OCHOBHHUX

13 ). Pagummh, Meouyuncko npaso, Apyro npepaheHo u nomymeHo usname, Homoc, beorpan, 2008, crp.
284.
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JBYJACKHUX IIpaBa MOXE [a HMMa IMO3UTHUBAH YTI/ILIaj Ha IO0OJBbIIAE MHAYE HETOBOJLHOT

JPYIITBEHOT 0JI0Kaja JTUIa 000JIeNInX 0/ PETKUX 0OJIeCTH.

2.2.1 CraTryc y MEINIHHCKOM NPaBy
MeauuuHcKko mpaBo ce JehUHUIIE Y y)KEM U y IIHUPEM CMHCTY. Y YKEeM CMHUCITY, MOJ

MEAWIIMHCKIM TIPAaBOM IMOJpa3yMeBa C€ CKyI IMpaBHUX MpaBuWia Kojuma ce ypehyje
MEIMIIMHCKA JIETaTHOCT, yYTBPhyjy CBOjCTBA IIMIIA KOja Ty JEJNAaTHOCT 00aBJbajy, Kao U
IBUXOB OJHOC Ca KOPHCHHIMMA 31paBCcTBeHHX yciyra.™'* Ilopex Tora, y HOBHje BpeMe,
MEIUIMHCKO TpaBo oOyxBaTa W IpaBHE HOPME KOj€ CE THYY JICKOBA, MEIMIIMHCKUX
CpelcTaBa, MPHUKYILUbamba i TpaHcdysuje byncke kper. > MeljyTnm, mpaBHa TUCIMILIAHA
Koja oOpaljyje mpaBHa muTama y Morjieny JeKOoBa U MEIUIIMHCKHUX CPEIICTaBa U Koja ce je
U3IBOjUJIA M3 MEIUIIMHCKOT IpaBa jecTe MpaBO O JICKOBMMA, KOje MaK YHHU JIEO IIUPE
npaBHEe 00JacTh T3B. apmarieyrckor npasa. [IpaBo o jiekoBuMa mokpuBa 00J1aCT MPaBHOT
JeJIOBaka KOju OJAroBapa (QapMaleyTcKoj 3allTHUTH IOjeMHIA Y OKBUPY CHCTEMa
3PaBCTBEHE 3allITUTE, Y KOM JIeNly ce (apMaleyTCKO MpaBo npeniufie ca MEAUIUHCKAM
npasom'’®. Ca mpyre cTpaHe, MEAMLIHCKO IPABO Y IIXPEM CMUCILY, HA3UBA CE 3PABCTBEHO
npaso (eur. Health Care Law) u o ®uM ce mopa3yMeBajy CBH ITPaBHU MPOIUCH KOjH CY

7

JIOHETH Y MHTEpPECY O4yBamba 3paBlba JbYIW, ' yKbydyjyhd W nuTama Koja NpHIanajy

00J1acTu TIpaBa o JEKOBUMA.

[IpaBHa nuTama Koja C€ OJHOCE HAa CTATyC JIMLA O0OJeNuX OJ PEeTKUX O0JIeCTH Kao
nmanyjeHara, OJHOCHO Kao KOpPHUCHHKA 3JIpaBCTBEHHX YycCiyra TMpuUIanajy ooyactu
MEIMIUHCKOT NpaBa y IHUPEM CMHUCITY, OJJHOCHO 3/IpaBCTBEHOT IMpaBa, C 003UpPOM Ha TO Jia
o0yxBaTajy Kako MHUTama Koja ce OAHOCE Ha MPUCTYI OBUX JIMIIAa CHCTEMHMA 31pPaBCTBEHE
3alITHTE, OJHOCHO HAYWHA OCTBAapWBama IpaBa Ha JIOCTYITHOCT 3JPABCTBEHE 3aITHUTE
oarosapajyher kBanurera koja je ciio0oHO mpuxBaheHa (rmpaBa Ha 3aIITHTY 3/IpaBJba), alln
U IHUTamka Koja HacTajy M3 oJHoca u3Mely Jiekapa M manujeHata o0OJeINX OJ PETKUX

OosecTH yKJbydyjyhu M MuTama OATOBOPHOCTHU JieKapa 3a Tpeliky. Y pajay ce aHaiu3upa

4 1pid., crp. 23.

' Ibidem.

78 X. Myjosuh-3opuuhi, @apmayeymcko npaso, Ilpaso o nexosuma u wmeme 00 iexoea, VHCTHTYT
JpymTBeHux Hayka beorpan, Homoc, beorpan , 2008, ctp. 11.

Y7y, Pagummh, op. cit., cp. 23.
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MEIUIIUHCKOIIPABHUA CTaTyC JHIa OOOJIeNUX OJl PETKHX OOJECTH, Yy HErOBOM YXKeM
3Ha4Ye’my, OJHOCHO NHUTamka KOja CE€ OJHOCE Ha MPHUCTYN 3IPABCTBEHO] 3alITUTH U
OCTBapHBamE MpaBa Ha 3alITUTY 3/paBJjba. MEINIMHCKONPABHU CTATYyC JIMLA 000JIETUX O
peTkux OoyiecTu pa3marpa ce, Takole, y KOHTEKCTy jaBHOT IpaBa, OJHOCHO aKIIeHAT je Ha
MepaMa jaBHE BIIACTH, OJHOCHO Mepama 3paBCTBEHE IMOJMTHUKE Yy Torieny obe3dehema
JEAHAKOCTH Yy MPUCTYIy JIMIA OOONENUX OJf PEeTKUX OOJIECTH CHUCTeMY 3IpaBCTBEHE
3amiTuTe (OCTBapHBama IpaBa Ha 3alITHTY 3]paBjba), OCHIYpama IOCTYIMHOCTH
a/IeKBaTHUX JMjarHOCTHYKUX M TEPANUjCKUX CTaHAApHa, 3aTHM JieYera y MHOCTPAHCTBY,
Ka0 W OCTBapWBama IMOjeJMHAYHHX IallMjeHTOBUX IpaBa. Y Be3W ca TUM, Ka0 3HAYAjHO,
jaBJpa ce W MHUTaE MpaBa Ha MPUBATHOCT U MOBEPJHUBOCT MH(POPMALIKja O 3APABCTBEHOM
(M TEeHeTCKOM) cTaTrycy, Tj. OAHOca u3Mel)y mpaBa manujeHata OOONENIMX OJf PETKUX
OoyecTH Ha 3AIUTUTY TEHETCKUX (M 3ApaBCTBEHHMX) HH(OpPMAIHMja OIHOCHO JY)KHOCTH
JieKapa Jia 4yBajy mpoQeCHOHaIHy TajHY, ¥ TIpaBa JIMIa ca KOjuMa je TaIUjeHT y CPOJICTBY
na Oyny MHGQOPMHCAaHM O TEHETCKOM CTaTycy JiMna OOOJIeNIOT O] HEKe PeTKE HaclleJHe

178
U Kako 01 ci10001HO

6osiecTH Kako Ou ce 3alUTHUTHO HBUXOB HHTEPEC U BUXOBO 3/paBJbe,
y3 cBe noTpebHe nHpopMalrje JoHeIn HajOoJby OJUTYKY Y MOTJely IUIaHUpamka MOPOAUIIe
u pahama nerera. Kao jemHo on HajBaXHHjHX, jaBJba CE M MUTAKE PETYIHCamka JIEKOBa 3a
nedeme peTkux oonectu. To moapaszymeBa o6e30eheme JOCTYIMHOCTH OBUX JIEKOBA KOJU CY
CKyNM W HEIOCTYIHM Ha TpPXKUIITY 300r Major oOyxBaTa KOpPUCHHMKA U YTBphUBame

OI[FOBapanHCF MOZ¢CIa OAPKUBOT (bHHaHCI/IpaH;a JICKOBA 3a pCTKE OolrectH.

MeauiHCKOIIpaBHHU CTaTyC JIMila 00OJIENNX O]l PeTKUX OOJIeCTH, Y BETHUKOj MEpH, 3aBUCU
ol mpeaBuleHor o0IKKa 3/IpaBCTBEHOT ocUTypama. O0aBe3HO (3aKOHCKO) OCUTYpame KOje
j€ W JaBHO OCHUTYpame jecTe MPETEKHUJU OOJIMK 3PaBCTBEHOT OCUTYpama y €BPOICKO —
KOHTHHEHTAJIHUM MPaBHUM CHCTEMHUMa H 3aCHHBA C€ HA HAYely COJHMIAPHOCTH, TaKO Ja
BHUCHHA JIOMPUHOCA HE 3aBUCH OJ HMHAMBHIyamHUX ¢akrtopa pusuka. OBaj 00IHMK
OCUTYpama 3Ha4YM Ja Cy MEJUIIMHCKE YCIyre JOCTYITHE U OHMMa KOjU HHCY y MOryhHOCTH
Jla X caMH IuiaTe. 300T CKyIMUX TPOIIKOBA Jieueha 00aBe3HO (3aKOHCKO) OCUTYPamkhE BUILIE

oJrosapa norpebama auna o6ojenux o peTkux Oonectu mocedHO, y3umajyhu y o03wup,

178 3. Montgomery, Health Care Law, second edition, Oxford University Press, 2003, ctp. 276.
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caepemeHny npucmyn OPYIITBA W Ap>KaBe MpeMa pambUBUM JPYIITBEHHM rpylamMa Koju ce
3aCHHBA HA NpUHYUny opeanuzosane sawmume."  OCHOBHH LWb YAPYXKHBAHbA JIHLA
oboenux oa peTkux O0JIeCTH jecTe HeMOryhHOCT Ja camu Iulate Jieueme, 300T uera
NPUBAaTHO OCUTYpame HE 33J0BOJbaBa NoTpede oBux Jsmna. [lopex Tora, Koa mpuBaTHOT
(10OpOBOJBHOT) OCUTYpama, Kao MpobieM ce jaBjba W MOryhHOCT ocurypaajyhux
JpYyIITaBa J1a 3JI0ynoTpede TreHeTcke nHpopMalrje MpUInKoM IporeHe GakTopa pU3uKa,
KOJI MHa4e 37JpaBuX ocola, KOje MMajy TeHETCKY OCHOBY 3a HacTaHaK HEKe peTKe 00JecTH,
OJIHOCHO J1a 070M]y 3aCHHBAm-E OJIHOCA OCUTYpama WK Ja 3HATHO roBehajy nmpeMujy Wim

OrpaHHue CyMYy OCUTypama.

VY ymopeaHoM MpaBy, METUIIMHCKONPABHU CTaTyC JIMIIA OOOJEIUX O]l PETKUX OO0JIeCTH
neduHUCAaH je ONIITUM 3PABCTBCHHM 3aKOHMMA, I W TOCEOHMM 3aKOHUMa KOjU Ce
OJTHOCE Ha JIEKOBE 3a JICUCHE PETKUX OOJEeCTH W/WIM Ha JAMjarHOCTHKY U JICYeHe, TIe ce
npensuhajy 101aTHU MEXaHU3MHU 3allITUTE OCHOBHHUX ITIpaBa, Ia M MOCeOHA MpaBa 3a JIMIa
obonena o peTkux Oosiectr. OCHOBHU IIMJb JOHOIICHA MOCEOHHMX 3aKOHA Yy O0JIACTH
peTkux OoJiecTH jecTe yKa3uBame Ha IO0CEOHOCT HHXOBOT 3JIPABCTBEHOT, OJHOCHO
MEIMIIMHCKOIIPABHOT CTaryca MpeaBuhambeM JONAaTHUX MEXaHHW3amMa 3a OCTBapCHE
OCHOBHHUX 3JJpaBCTBEHUX IpaBa JHIAa OOOJENUX OJ] PEeTKHX OOJEeCTH MyTeM OCHHUBAamba
CIEIMjaIM30BaHUX IIEHTapa 3a Jieuelhe pEeTKUX OO0JIeCTH Koje Cy OOUYHO JeNOBU
nocrojehux 3apaBCTBEHHUX YCTaHOBAa, Kao M TMoBehameM HalMOHAJHUX JaBama 3a
006e30eheme TOCTYIMHOCTH U pa3BOj MPEBEHTUBHUX, TUJarHOCTUUKUX U CPEJCTaBa JeUeHa
KOjU OAroBapajy morpedama Iuia o0OJeNuX O] PeTKUX 6onecrn.*® Ha OBaj HA4YMH ce
JTUIMa 000JIeNUM O peTKUX OosiecT omMoryhyje MOTIYHO | jeIHaKO OCTBape-¢ IpaBa Ha

3allTUTY 3/IpaBJiba.

2.2.2 CraTyc y pagHOM MpaBy
Pagno mpaBo jecTe rpaHa mpaBa KOjy YMHHU CKYI PAAHOMPABHUX BPETHOCTH (COMUAAPHOCT,

XYMaAHOCT, ,Z[OCTOjaHCTBO n €TUKa pa;[a), CUCTCM XCTCPOHOMHHUX U aYTOHOMHHX IIPpaBHHUX

HOPMH, Ka0 W PaJHONpPaBHHUX Hauena (cio0oaa pajaa, jeHAKOCT MIAHCH W MOCTYyIama, in

79 3. Paummh, op. cit., crp. 112.
180 Rare diseases Act of 2002, Public Law 107-208- Nov 6, 2002.
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fabor laborem), a xojuma ce ypehyje paaHu 0IHOC ¥ JPYTH OAHOCH MOBOJOM JPYIITBEHO
KOPUCHOT, JOOpPOBOJFHOT M3BpIIEHA paja 3a JAPYror, ca IHMJbEM IMOCTH3ama COILHjaliHe
mpaeje, PagHO-CONMjaTHOr Mupa W Omaroctama.'® Pammm ommoc jecte ommoc m3mehy
3aII0CJICHOT W TIOCJIOJIaBIIa M HACTaje 3aKJbydeHheM YroBopa o pany. PagHonpaBHM cTatyc
3aloCieHOr, y HAlMOHAIHMM OKBHpHMa, ojapeheH je oapendama paTuduKOBaHHX
Mel)yHapoaHHUX TOKyMEHATa O COIMjajHUM IpaBUMa, YCTAaBHUM OJpedaMa O COIMjaTHUM
NpaBUMa, MO3UTUBHUM paJHHM 3aKOHOJABCTBOM, Ka0 M ayTOHOMHUM H3BOpHMa IIpaBa
(KOJIGKTUBHM YTOBOPH O pajy, paHU CHOPa3yMH, KOJICKCH MOHAIIamka, IPAaBIIIHUK O pasy,
NPaBWIHUK O CHUCTEMaTH3allMjH paJHUX MECTa, Mpakca IOCIO/AaBla), a orjena ce y
NOTIYHOM OCTBAapHBamy OCHOBHHMX IIpaBa M3 PaIHOT OJHOCA, TNIe Ce Kao HajBaKHUje

u3JIBaja MpaBo Ha pajl, OAHOCHO Npaso Ha (0ocmojancmeen) pao.

PagnonpaBHu craTyc auma 000JemuX OJ] pEeTKUX 0oJiecTH YTBplyje ce aHaIM30M MPHUMEHE
WHIVBHYyaIHUX M KOJEKTHBHUX IIpaBa M3 pPaJHOT OJHOCA, KOja MNpPUIANAjy TpyIH
COLIMjaJIHO-eKOHOMCKUX IpaBa. ColMjaqHO-eKOHOMCKa IpaBa jecy IpaBa Koja ce 300r
HCTOBETHOCTH FHUXOBOT IHJba (00e30eheme onpelheHor H1uBoa colrjaaHe CUTYPHOCTH Koja
OJIrOBapa JIOCTOJaHCTBY HYOBEKA) CIPOBOJE 3ajeIHO, 300T dYera ce IMOBe3yjy Y Ha3WBY.
CouujaHO — eKOHOMCKA TIpaBa ce JAe(UHUIIY Kao CKYN yCTaBHHX, 3aKOHCKHX H JIPYTHX
npaBWia M MPHUHIMIIA YCMEPEHUX Ka 33JJ0BOJbEHY €T3UCTECHIMjaHUX moTpeda rpahana m

yHampeljery COIMjaHEe KOXE3Wje ¥ CONTHAAPHOCTH. '

Amnanuza MCIUTUHCKOIIPpaBHOT
cTaTyca JiMiia 00OJIeMX OJ] PETKUX OOJEeCTH HHje JOBOJbHA 3a TOTIYHO Carjie/laBame
HBUXOBOT JIPYIITBEHOT I0JI0’Kaja U MPaBHOT cTaTyca. Tako, MOTIMYHO OCTBapeme MpaBa Ha
3alITUTY 37IpaBjba, IITO je OHO NpPUMApHU 3aXTE€B OBHUX JIMIA U pa3jor HUXOBOT
yIpYKUBamwba, HUj€ JOBOJbHO 33 CTBApHY MHTETpalyjy JIMla 000JeNnuX Off pETKUX OonecTu
y JAPYIITBEHY 3ajeqHUIly, Beh je moTpeOHOo 00e30euTn u mpodecuoHaIHy UHTETpalnjy y
paJiHy CpeiMHY, OJJHOCHO HBHXOBO NPEeno3Hasarbe Kao nocebne kamezopuje 3anocienux W

HpHnaroljaBa}be pagHOr 3aKOHOJaBCTBA HOTpC6aMa OBHUX JIMIIA. OCTBapCI-LC ImpaBa Ha pan,

yhja MyHa MpUMEHa MpeJCTaB/ba OCHOB 3a HMHTETpalMjy JuLa OOOJeNHX O] PETKHUX

81 B A. Jlybapma, Paono npaso, Pacnpasa o docmojancmeenom pady u coyujarnom oujaiozy, TpaBau
¢axynrer Yausepsuter y beorpany, beorpan, 2012, ctp. 3.
182 C. Jamapeswuh, op. cit., ctp. 86.
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0osiecTH y pagHy CpeIuHY, IMOApa3yMeBa peanuzayujy euuie npasa u cioo6ooa — ciuodomy
n3bopa 3aHUMama W 3aMoClielha, IPaBO Ha 3amociemke, 3a0paHy JUCKpUMHUHAIU]E
NPUJIMKOM 3allolljbaBamka U Ha pajly, IPaBo Ha 31IpaBe U 0e30eHe yCIoBe pajia, CHTYPHOCT
3arociema, MOMOh y Cilydajy He3arlocJIeHOCTH, 3a0paHy NpPUHYIHOT paja, 3a0dpaHy
eKCIUIOATALM]e, ali U MPaBO HAa 0oOpA30Bame M IPABO HA 3IPABCTBEHY 3alITHTY. - 3a
CTaTyc Iuia O0OJEeNUX OJf PETKUX OOJIECTH MOCeOHO Cy 3HadajHe ojnpende o 3abpaHu
JTMCKpUMUHAIIH]E 1T0 OCHOBY 3JIPABCTBEHOT U I'€HETCKOT CTaTyca MPHUIMKOM 3allollbaBamka
W Ha pajy, 3aTUM ojpende o o0aBe3u mocioaaBiia Ha o0e30eheme 3npaBux u 0e30emHux
ycIlloBa paja, Kao U pa3MaTpame MoryhHoCTH yBOhema ckpaheHor pajiHOT BpeMeHa 3a JIniia
obonena o TMOjeIMHUX PETKUX OO0JIeCTH, OAHOCHO (IeKCHOMIHNX OOJMMKa paxHorT
aHTra)XOBama KaKO Ce HHXOBO 3/IpaB/be HE OM JOJATHO TOTOPIIAIO W KaKOo OM MM ce
o0e30emmia mocebHa 3alITUTA 37paBJba HA MECTHMa paja, y3umajyhu y o03up, mpupoay
petke Oonectu. [Topen Tora, numa o6osena ol PeTKUX OOJECTH MMajy MPABO HA 3aIITUTY
MPUBATHOCTH HA MECTHMa pPajia, OJHOCHO IMOCTOjU 3a0paHa Ja TMOCioJaBal] y MOCTYIKY
3aCHUBaba PAJHOT OJTHOCA CAKYyIJba IMOJATKE O 3JPABCTBCHOM CTamy JIMIA KOj& TPAXKH
3alociekhe M KAacHUje y TOKY paja OCHM 3a 3alloCiIieHE Ha MOciIoBUMa ca noBehaHum
pu3HKOM. Y Be3M ca THUM 3a0pameHO jeé W MPHUKYIUbAKkE IOoJaTaka O TEeHETCKUM
uH(popMaljaMa JUIa KOoje TPakH 3allociielhe€ M 3allOCIICHOT JIMLA IITO j€ OJ BEIHKOT
3HaYaja 3a 3alTUTy MpaBa JHIAa 000NEIUX OJf PpemKux 2eHemcKux, 0OHOCHO HACIeOHUX
oonecmu. Tako je y CjenumeHuM AmepuukuM [[pxkaBa 1oHeT mocebaH 3akoH O 3a0paHU
JUCKpUMHUHAILIMj€ HAa OCHOBY T'€HETCKUX I/IH(l)OpMaI_[I/Ija184 (enr. Genetic Information
Nondiscrimination Act, 2008) kojuM ce 3abpamyje MocaoaBIMa U OCTaTuMa (areHIjamMa
3a 3amollbaBame) Ja CaKyljbajy MOJAaTKe O TEHETCKUM HWH(opMmalnujamMa W/uid Ja
3aXTeBajy TEHETCKE TEeCTOBE Kao YCIOB 3a 3acCHHBame pagHOr oJHOoca. BaxHa
KapaKTepUCTUKAa PETKUX OONECTH jecTe HUXOBa XETEPOTeHOCT — oBe Oosectu morabajy
pa3IMYnTe OpPraHCKe CHCTEME, a MOjeIMHE YaK W BUIIC OPTaHCKUX CUCTEMa, Ia HEKe O]
BUX MOTY Ja JOBeAY J0 (GU3UYKOT W/WJIM MEHTATHOT omTehema/MHBAIMINTETa, 300T yera

TakBa Juma Oe3 003Mpa Ha KapaKTEPHCTUKY ,,pETKOCTH HUXOBE OOJEeCTH MpUIajajy

183 1bid., ctp. 94.
184 Genetic Information Nondiscrimination Act, Public Law 110-233-May 21, 2008.
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. . 185 - .
KaTeropuju 3amoCiICHUX KOja yXKHBa MOCEOHY 3aIUTHTY y PAJHOM MpaBy ~ Tj. KATETrOpUjU
] 26%

auya ca unsaruoumemom. IlpemMa uctpakupamwy crpoBefeHOM y DpaHIyCcKoj 0

: 186
HHBAJIMAWUTETA )€ OCIICANUIA HEKE PETKE bomecTH.

[{ubeBu MpaBa U3 TpyIe COLMjaTHO — EKOHOMCKUX CBOjJie ce Ha 00e30eherme MuHUMaIHe
EKOHOMCKE CHI'yPHOCTH H ITyHOIIPABHO YYECTBOBAIbE Y APYIITBEHOM KUBOTY. " OBa 1paBa
IPE/CTaB/bajy OCHOB JOCTOJaHCTBA M CUTYPHOCTH YOBEKa, JPYIITBEHE U EKOHOMCKE
JIeMOKpaTuje, JONMPHHOCE CMambelhy JPYIITBEHUX CyKOOAa M HETYjy COLMja HH MHUP,
00e30ehyjy coljanHy jeqHAKOCT ¥ MPEACTaBIbajy 3aIITUTY O] COIHMjalTHE HECUTYPHOCTH U
Hempapje, IITO WX YWHM HE3aMCHJbUBUM, KaJla je ped O I[omaramy cjaadujum,
BYJIHEpaOUIIHUM YJIAHOBHMA JPYIITBEHE 3ajeL[HHue,188 KakBa Cy Juia koja 0Oomyjy of
peTkux Oonectu. VHAWBUAyaslHa COIMjAJIHO — CKOHOMCKa IIpaBa jecy IMpaBO Ha
(TocTojaHCTBEH) paj, MpaBO Ha MpaBUYHE, 3/IpaBe W Oe30eqHE yCIIOBE paja, MpaBo Ha
3apaly, MpaBO Ha O0pa3oBame, MPaBO Ha 3alITUTY 3/ApaBiba, IPAaBO Ha COLHUjaTHY
CUTYPHOCT, IPaBO MOPOJIUIIC U JCIIC Ha 3aITUTY, Ka0 U MPAaBO Ha COIMjaJHY UHTETPALU]y
JUna ca WHBATMAWTETOM. KOJNEeKTHBHA COLMjalHO — €KOHOMCKAa TpaBa jecy MpaBO Ha
npodeCHOHATHO OpraHW30BalkE, NPaBO Ha KOJEGKTUBHO IIpEroBapame, IMpaBO Ha
KOJICKTHBHY aKIMjy, NMpaBO Ha ydemhe y OMIy4YHMBamy W TPaBO Ha 3ApaBy >XUBOTHY

CpeiuHy.

300r cneun¢puyHUX MOTpeda iMLa O0OJEeNUX O PETKUX OO0JIeCTH Koje Cy Hocieauna
NOCEOHOCTH  FUXOBOT  3IPAaBCTBEHOI  CTama, W TOCIEOUYHO,  IMOCEOHOCTH
MEIUIITHCKOIIPABHOT CTaTyca KOjH CE€ Be3yje 3a OCTBApEHE IMpaBa Ha 3aIITHTY 3]IPaBJba
jaBJpa ce motpeda 3a carjieZlaBambeM MOCEOHOCTH HHXOBOTI MOJIOKAja HA MECTUMa paja, u
3axXTeB 3a aHAJIM30M NPHMEHE CBUX IpaBa M3 pagHor ojxHoca. Y mpaBy CpOuje 3akoH 0
pany (2005) jecte ommTh 3aKOH KOjuM ce ypeljyjy mpaBa, o0aBe3e W OJTOBOPHOCTH W3

pagHOT OJHOCAa W OApen0e OBOT 3aKOHA TPHUMEHY]Y CE Ha CBE KaTerOpHje 3allOCICHHX,

18 Tlocebuy samTHTy y pagHOM MpaBy, OJZHOCHO Y TOKY Tpajama pajHOr OJHOCA yKHBAjy JIMIA ca
MHBAJIUIUTETOM, 3aIll0CIICHE, MAJIOJICTHA JIMIIA, CTAPHjH 3alI0CICHH, Ka0 M MPEICTABHUIM 3al0CieHnX; b. A.
Jly6apna, Paouo npaso, ..., Op. Cit., cTp. 63.

185 7. Zurynski, K. Frith, H. Leonard, E. Elliott, op. cit., ctp. 1072.

187 C. Jamapeswuh, op. cit., ctp. 94.

188 Ibid., ctp. 89.
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yKJbydyjyhu u Ha nuna obonena ox petkux Oosectu. [ToceOHa 3amTuTa Ha pagy NpU3Haje
ce JIIuMa ca MHBAJTMAUTETOM, a 00e30el)eHa je moceOHMM 3aKOHMMa KOjuMa Ce peryJuiie
CTaTyc OBE KaTeropuje 3allOCICHHX, OJHOCHO 3aKOHOM O MpodecHoHaNTHO]
pexabunuTanyju ¥ 3amnonnbaBamky ocoba ca mHBamaureroM (2009), kao u 3aKOHOM O
crpevaBamy AMCKpUMHHALKje ocoba ca mHBamuauteToM (2006). Junuma obonenum ox
peTKux OoJecTH, unja je mpupoaa OOJECTH TakBa Ja MPOY3POKYje HHBATUIUTET IPU3HAjC
ce oBaj craryc u o0e3behyje moceOHa 3amTuTa y pamHoM mpaBy. Onx 3Haudaja 3a
pPagHOIPAaBHU CTATyC O0OJIETUX JIMIIA jecy U oapende 3akoHa O 3a0paHM TUCKPUMHHAIIN]E

(2009) u 3akoHa 0 6e30eaHOCTH | 3/1paBJby Ha paxy (2005).

HcrpaxxuBama Be3aHa 3a yTBphHBame y3poKa W TEpalujcKUX METOJa 3a JieYeHhe O0JIeCTH
KOje MMajy HHCKY YYeCTAJIIOCT M 3aCTYIJBEHOCT U KOje Cy 300T Tora Ha3BaHE PETKe, Kao M
KaCHHjH 3aXTEBHU 3a MOOOJBIIAEM JPYIITBEHOT M MPABHOT IMOJIOXkKAja JIMIa 000JIeTUX O/
pPEeTKHX OOJIECTH PEJIATUBHO Cy HOBHjET JIaTyMa U Be3yjy ce 3a kpaj 20. u nmoyerak 21. Beka.
[ToyeTHN NETUTUMHU 3aXTEBH OJHOCWIIM Cy CE M jOII YBEK ce ogHOce Ha o0Oe30eheme
MEIMIUHCKUX CpPEICTaBa M JICKOBA 3a JICUYCHE PETKUX OOJIECTH, OJHOCHO HA OCTBApEH-C
npaBa Ha 3aIITHTY 3/paBiba MpenBUl)ambeM TOJATHUX MEXaHH3aMa 3allITUTE OBOT IpaBa M
IPENo3HaBakbeM OBUX JIMIIA Kao MoceOHe KaTeropuje manujeHara. MelyTuM, ocTBapeme
mpaBa Ha 3aIITUTy 3/paB/ba, MAaKO NPUMapHO, HHje jeIUHO TMPaBO UHMja peaiu3alyja
00e30ehyje moTmyHy HWHTErpaiujy Jidia o0OJieuX OJf PETKUX OO0JIECTH Y NPYIITBEHY
3ajeqnunty. [lamac je mnpuxBaheH craB nga 3amTUTa IpaBa OBUX JIMIIA 3axTeBa
MYITUAUCIUILIMHAPAH TIPUCTYI, OJHOCHO HCTPaKHUBaWka Ca acleKTa BHIIE HAYYHUX
TUCIUIIMHA, KOja MMajy 3a IIMJb aHaJIHM3y yClIOBa paja U XKUBOTA, ycIoBa 00pa3oBama,
COIMja]IHE 3allITUTE KOja YKJbydyje M MYITHAUCIUIUIMHAPHY €IUKAIM]y COILMjaTHUX
PaJIHAKa, Y Wby YTBphUBamba KBAIHTETA JKHBOTA JIMIIA 0GONEINX O PeTKuX Gomectn, s
IITO je W NMPE3EeHTOBAHO y U3BeITajy EBporncke opranusaiuje 3a peTke 601ecTH y Moryeny
JbeBa TE€ OpraHu3alldje y HEpeaHOM Iepuoay, 3a morpebe ycBajama 8. IIporpama

uctpaxxnBama EBporicke yHuje 3a nepuox 2014 — 2020.

189 patients Priorities and Needs for Rare Disease Research 2014-2020, Position Paper, EURORDIS, 2011.
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2.2.3 Cratycy o0aacTu couujajaHe 3alITUTE
Comnwmjanna 3amrura (enr. Social protection) jecte 3amTura JnIa MOroheHUX COIUjaTHUM

ciydajeM (coryjamHuM Henahama, coljaJHUM He3rojamMa) Koja ce ocTBapyje nejaaTHomhy
Jp>KaBHUX OpPTaHa WM JIPYTUX JENeTUPAHUX JAPYIITBEHUX OpraHa CpeCTBUMA JPIKABE WU
npxaBHEX opranmsaimja.’*’ JIuma moroheHa colmjalHUM CclydajeM M Koja ce Hauase y
CTamy COIMjaHe MoTpede jecy JuIla 3a Koja ce JaHac OOMYHO KOPUCTH TEPMHUH - HOCEOHO
ocemmusa, parusa uiu eyaHepaburna auya. OBa JIMIA jeCy COIMjaTHO yrpoKeHa 300r
pa3HUX COLHjaTHUX CTamka Koja MPOY3POKYjy Ty PamUBOCT — 300T cTapocTd, 0OJIeCTH,
HECIIOCOOHOCTH 3a paji, MPUPOIHUX KaTacTpoda, paToBa U CIMYHO. JamapeBuh corujanny
3amTUTy aedunuine Be3yjyhu je 3a ,,moceOHO OceTJbUBE 0CO0e™ U MOJ HOM IMOApa3zyMeBa
CHCTEM OpPraHM30BAaHE IPYIUTBEHE 3AIITHTE Er3UCTeHIHjanHo yrpoxennx mmma.’®* To
CBaKako HE 3HAYM Ja Cy CHCTEMOM COLMjajHE 3amTHTe oOyxBaheHa W Ja TpaBo Ha
COIMjaJTHY 3aIITUTY TPHUIIaTa CaMO MOCEOHO OCETJHPHBHUM JIMIIUMA U JIPYIITBCHUM TPyIIaMa.
OBo mpaBo mpumnaaa cBUM rpahaHuMa TOJ YCIOBOM Ja ce Hal)y y CTamy colujaiHe
norpebe, ¢ TUM IITO ce 3a MOCeOHO OCETJbHMBE KaTeropuje CTaHOBHHILITBA MpeaBubajy

192
dodamue mepe, 0OHOCHO Mepe m386. ,,NocedHe 3aumume.

Cucrem conmjanne 3amtute 20. 1 21. Beka jecTe CUCTEM KOjU Ce 3aCHHUBA Ha XOJUCTHYKOM
Y MHTETPaJIHOM MPHUCTYIY KOJU MMa 3a IIUJb oBehame merose e)eKTUBHOCTH Y CyOUaBamby
ca Ti00aJlHUM U3a30BUMa, Kao IITO Cy CHPOMAIITBO, HCKJbYYEHOCT, HEJE€JHAKOCT,
crarsanmja.’® Ha moderky, KOHIENT COLMjaNHEe 3aIITHTE 3aCHHBAO ce Ha 00e30ehemy
MUHHMMAJIHOT KBaJHUTETa KUBOTA, ]a OM Ce€ KAaCHHU]€ MPOIIMPUO HA YCTAHOBJHABAIHE MEpa
3amrTuTe o oapeheHuX pusuka (KOHIIETIT IPEBEHIIM]€) 0K Ce JaHac Be3yje 3a MPOMOIH]Y
JbYACKMX M JPYHITBEHUX (COLMjaIHUX) MOTEHIMjajla IOjelnHala, APYIITBEHUX TIpyma,
OJTHOCHO TpaljaHa, Kako OW TakaB CHCTEM MOTao Ja OJArOBOPH NMPOMEHEHMM HoTpebdama

JbYIHU U KaKO ou ce npujaaroguo nmpoMeHama y npupou pusvuKa U CaBpEMCHOM CXBaTakby

190°p, Ilynnepuh, Comujanso npaso, ... , Op. Cit.,ctp. 174.

91 C. Jamapesuh, op.cit., ctp. 257.

92 1. ByxkoBuh, Cucmemu coyujanne cueypnocmu, npyro nomymeHo uzname, Ci. riacHuk, beorpan, 2002,
ctp. 171.

1% A, Bonilla Garcia, J. V. Gruant, Social protection — A Life cycle continuum investment for social justice,
poverty reducion and sustaniable development, International Labor Organization, Geneva, 2003, ctp. 20.
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mojmMa ByJIHEpaOHIHOCTH. ' ByaHepaGHIHOCT ce OBIe AeHMHHIIE KAO0 CTAIbe BHCOKE
U3JI0KEHOCTH TOjeUHIA WIN Tpyrne oAapeheHuM pusuIuMa Y3 CMambEeHY CIIOCOOHOCT
3alITUTEe WA OAOpaHe OJ TaKBHX BpPCTa pU3MKAa a KOjy OOWYHO IpaTre HEraTuBHE
nociexune. [Totpeba 3a couMjaJlHOM 3aIlITHTOM TMpU3HATA je y MehyHapogHuM
YHHUBEP3JIHUM  JOKYMEHTHMa O JbYACKMM TIpaBUMa, OJHOCHO YHHBEpP3aTHOM
JeKIapanyjoM YjeIumbeHnX Hamnuja o JbyiackuM npaBuMma (1948) rae je mpensubeno ma
,»CBAKO, Kao WiaH JPYIITBEHE 3ajeJHHIIC, MMa MPABO HAa COLMUjAIHY CUTYPHOCT™, Kao H
MelyHaponHUM TaKTOM O €KOHOMCKHM, COIMjaJIHUM M KYJATypHHM mnpaBuma (1966) -
,,CBAaKO MMa IIPAaBO Ha COLMjaIHY CHIYPHOCT, KOja YKJbYdyje COLHMjalIHO OCHIYparbe.” -
CornyjanHa 3alITUTa jecTe BakHa 00J1acT akTUBHOCTH B MehyHapoaHe opranu3anyje pana,
u neduHHCcaHa je Kao CeT jJaBHMX Mepa KojuMma APYIITBO 00e30elhyje cBojuM wiaHoBuMaA
3alITUTY OJf CKOHOMCKHMX M COIMjaHUX mopemehaja Koju MOTY HAcTaTH YCIeld OJCYCTBa
WINA CMamkeha MPUX0Aa MO0 OCHOBY pajia IITO je MOCIenua pa3InduTHX (aKkTopa pu3uKa
(Oonect, MaTepwHCTBO, MOBpEAAa Ha paxy, HE3ANOCICHOCT, MHBAIUAWUTET, CTApOCT WA
CMpT), a yKJbydyje U Mepe 3IpaBCTBEHE 3alITHTE, Ka0 1 IOMOh mopoauiama ca xemom. ™
Hedununmja MOP-a jecre mmpa neduHUIMja COLMjalTHE 3alITHTE U TMOApPa3zyMeBa
conujaHy moMoh y ciry4ajy HacTaHKa CTama COIMjaTHe MOTpeOe y3pOKOBAHE PA3IMUYUTUM
pU3WIMMa, 30paBCTBEHY 3alITUTy, Kao M IOMON TMopoauiiama ca JeloM YuMe ce
u3jeHavYaBa ca TIOJMOM COIlMjajiHE CHUTYpHOCTH. MelyHapoaHa opraHuzamnuja paja
ycBojuna je Konsenuujy 6p. 102. o MUHUMamTHUM HOpMaMma coljaiHe curypHoctu. Of
3Hayaja Cy U JJOKYMEHTH PErMOHAIIHUX opraHu3anuja, ogHocHo Caseta EBpone (EBponcka
coryjaiaHa noBesba U PeBunupana EBporicka corujanna moBesba, EBpornicka KoHBEHIIM]ja O
colMjaHo] M MeauuuHckoj nmomohu (1953), EBporcku KoAeKe O COIUjaHOj CUTYPHOCTH
(1964), EBporicka koHBeHIIMja O couujanHoj curypHoctu (1972)), u EBporicke yHuje, rie
cy Haj3HauajHuju lloBesba 3ajenHuile 0 OCHOBHUM mpaBuma panHuka (1989), kao u

[ToBesba 0 ocHOBHUM npaBuMa y EBporickoj yHuju, ogaocHo [losessa u3 Hure (2000).

9% 1bid., crp. 20 — 21.
19 1hid., crp. 2.

19 1pid., crp. 12.

Y7 bid., ctp. 13 — 14.
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Jedunucame, Kao0 ¥ NPUCTYN Y TyMadyewy KOHLENTA COIMjaJHE 3aIUTHTE PAa3JIMYMT je,
Kako y MehyHapoqHuM JOKYMEHTHMA,TaKo U y CTpaHO] U JoMahoj cTpydHO] JIUTEpaTypH.
He mnocroju ommrenpuxaheHO cxBaTame COLMjajHE 3alUTHTE, T€ CE OHA IOBE3yje ca
KOHIICTITYQTHO CJIMYHUM IIOJMOBHMA - COIMjaJIHE CHUTYPHOCTH, COIHjaiHOT oOe3behema,
Ka0 M COLMjaJIHOT ocurypama. MelyHaponHu yHUBEp3aJHU AOKYMEHTH O JbYACKHM
npaBUMa KOPUCTE TEPMHUH ,,[IPaBO Ha COLMjaaHy curypHoct™ (eHr. right to social security),
1a ceé TaKo COLMjaJIHa CUTYPHOCT CMATpa LIMPUM IIOJMOM Y OJHOCY Ha COLIMJaIHY 3aIITUTY
WIA COLMjaJHy MOMON, M OHA yKJbydyj€ COLMjaJHY 3aLITUTY, 3APABCTBEHY 3aLITUTY U
3amTuTy nopoauna ca geuoM. Coyujarna cucypHocm  JeCT€ Onwima  8peoHOCm
yogeuancmea a OMHOCH CE Ha IIMPH KOHLIENT Mepa JPYIITBA U JpKaBe KOje uMajy 3a IHJb
na rpahaHmma, OPYIITBEHMM Ipylama U IOjeIMHLIMMAa OCUrypajy ocehaj ekoHOMcCKe u
COLIMjaJIHE CUTYPHOCTH KOja oOyXBaTa M COLIMjajiHy 3alUTUTY, WU 3IPAaBCTBEHY 3allTHTY,
3aTUM 3alITUTy OJl HE3alOCICHOCTH, 3AIUTUTY Ha paay, Kao M TOoceOHy 3amTHTy
cnennuyHO TpHIaroheHy IMojeluHUM JPYIITBEHUM Tpyrnama (Jenu, skeHama, CTapuma,
uHBaIMAUMA, UTA.). OcTBapuBame COLMjalHE CUTYPHOCTH IoJpa3syMmeBa mpeiBubame
onroeapajyhux mepa koje o0e30el)yjy CHUTypHOCT 3aloll/baBama, CUTYPHOCT Ha pamy,
CUTYPHOCT 3apajia, CHTYPHOCT OCHTYpama oJpel)eHOr HUBOA KBAJUTETA KUBOTA y CIy4ajy
HeMoryhHOCTH Ja ce pagoM 00e30e1 MPUX0,l HEOMXOAaH 3a JOCTOJaHCTBEH KUBOT, Ka0 U
CHUTYpHOCT y CIIy4ajy HacTaHKa ojpel)eHuX pusuka (cTapocTd, OOJIECTH, WHBAIHIUTETA
utna.). Haume, obGe30eheme colujanHe CUTypHOCTHM 3Ha4uM mnpenBubame onrosapajyhux
MeXaHu3ama 3a MOTIIYHO OCTBape-e MpaBa Ha paJl U OCTAJIMX MpaBa M0 OCHOBY pajia, 3aTUM
IpaBa Ha 3/IpaBCTBEHY 3allTUTYy, IIpaBa Ha COLMjaJIHy 3alUTUTy (couMjaqHy momoh) y
CllydajeBUMa HACTaHKa Pa3IMYUTHX CcolujaHuxX Hemaha, Mok mpensuhameM npasa Ha
coyujanno ocueypare Ip)KaBa CTBapa YCIIOB 3a OCTBApHBamb€ IpaBa Ha 3/IPaBCTBEHY U
COLMjaJIHy 3alUTUTy, OJHOCHO 3alUTUTY OJ pa3IUYUTUX COLHUjAIHUX pPHU3HKA
(6osect,cTapocT, HE3aMmoCACHOCT, HHBATUANUTET). [IpaBo Ha COLMjalIHy 3allITUTY, TPABO Ha
3IPAaBCTBEHY 3aIlITUTY, TIPABO Ha (IOCTOJAaHCTBEH) paji, MPaBO Ha COIMJAIHO OCHUTYpPAHhE
jecy mpaBa KOjuMa ce€ OCTBapyje, OJHOCHO ,,KOHKpemu3yje'‘ npaso Ha coyujaimy

cucypHocm.
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JamapeBuh nenaTHOCT colMjayiHe 3allITUTE JIEJIM HA HEKOJIMKO OCHOBHHUX IMojcucrema — 1)
COIIMjaJTHA 3aIITUTA JIMIIA KOja UMajy er3uCTCHIIMjalTHEe U COIHjalIHe MpoOieMe (COIHjaTHO
cTapame U IoMarame); 2) COolMjaJIHa 3allTUTa MOPOJUIIEe U Jele; 3) colrjaliHa 3alTuTa
JKpTaBa OpY)KaHHUX CykoOa W 4) collyjajiHa 3allTHTa IMOjeJUHUX OCET/BMBHX KaTeropuja
cranouumTea.'*® JInma koja MMajy ersucTeHLMjaNHE M COLMjalHE IpobIeMe jecy JMia
Koja Cy moroheHa CHpPOMAIITBOM, HE3amOCICHOIINY, OJHOCHO COLHjaTHUM MIpoOiieMruMa
KOoja 00M4HO Tparte jemHo Apyro. [Topoauna u gena jecy KaTreropuje Koje y)KuBajy noceony
3alTUTy, y3uMajyhu y 003up BHXOBY BPEIHOCT 3a JPYIITBO U ApXkaBy. Jlena ce mrute ox
pajHe eKciuioartanuje, TpyKa MM C€ OpraHM30BaHa 3allTHTa 37paBjba, CHPOMAIIHE
MOPOJIHIIE ca JeroM no0ujajy moMoh, nMajy mpaBo, moja oApeheHuM yclioBUMa, Ha Jedju
JoJlaTakK, MOpoAUYHY MeH3ujy. Jlema ce rinobalHo cMmaTpajy HajOpOjHUjOM ,,palUBOM®,
OHOCHO IOCEGHO OCETJBHBOM KATErOpPHjoM cTaHOBHHITBA. > JKPTBe OpyXkaHHX CyKoOa,
OJIHOCHO paToBa, Takohe, MpeicTaBibajy OCETJHHBY KaTeropvja CTAaHOBHHINTBA KOja UMa
MIPaBO Ha COIMjaTHY 3alITUTY M3 PA3JIora IITO je TO MPAaBUIHO, OJJHOCHO CTaB j€ J]a HUKO HE
MOJE MPETEePaHO Ja TPIH YaK U y jaBHOM HMHTEpeCy, JOK paT IMpeAcTaBba jeJaH O]
HajBeliX, HECKPUBIBCHHX COLMjanHux pusuka.’’’ UerBpra rpyla KOPUCHHKA COLIHjaiIHE
3alITHTE HHUje MoceOHO neduHHMcaHa, Beh y OBy rpymy chagajy pa3iuyuTe APYIITBEHE
rpyne Koje KapakTepulle TO Ja Cy U3JIoXKeHe cneyuguunum pusuyuma. lloctoje
TpaJMLMOHAIHO OCETJbMBE, pamHBE, OJHOCHO BYJIHEpaOWIHE Kareropuje (crapu,
UHBAJIUIN, CUPOYaJ, YIOBHIIE) U OHE UM]ja j€ PambUBOCT YCIIOB/bEHA CABPEMEHUM YCIOBUMA
(rmobanu3anuja, CHPOMAIITBO, HE3aMOCIEHOCT) Y KOjuMa ce JPYIITBO Hallazu (KeHe Koje
Tprie KyhHO Hacwibe, caMOXpaHHW POJIUTEJbH, HE3aNOCICHHW MJIald, PAJHUIM TIOTOheHH
NpPUBATU3AIMjOM WM PECTPYKTYHpamEM JaBHUX Mpeny3eha, eTHUYKe MamHHE, Jela Koja
OopaBe Ha yIUIM, HApKOMaHH, W30ETJIMIE, MUTPAHTH, MEHTAIHO O0OJIeNa JIMIA, Kao |

oGosemu o XUB-a).”%

Y oBy rpymy Mory Jia cnajajy u 1uia odosena o] peTKux 00JecTH,
3a Koje je crnenuduuHo TO 1ga OOJIeCT KOja WX caMa Mo ceOM YMHHW PambHUBUM JIOJATHO

BYJIHEpaOMJIN3yje W YMILEHUIIA Jla je ped o OoyiecTH Koja je peTka. Perka Oomect jecte

198 . Jamapeswuh, op.cit., ctp. 259.
19 1bid., ctp. 309.

290 |hid., crp. 335-336.

L Ipid., ctp. 262.
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cnenu(uyaH PU3KK, jep OHA TOBJAYd 3a cOOOM M PETKOCT MEIWIMHCKHX CpeAcTaBa H
JeKoBa 3a Jieueme OO0JecTH, ,,peTKOCT MEAMIMHCKOT 0co0Jha CIOCOOHOT 3a paa ca
0oJIeCHUIINMA, ,,pETKOCT" 0c00Jba COIMjaTHE 3aIITUTE CIIOCOOHUX Ja OJIrOBOpE MmoTpedama
OBHX JIMIIa 33 BHCOKOCICIIMjaJHM30BAHOM COIMjaJHOM 3allITUTOM, Kao0 H ,,peTKOCT"
mocJio/laBalia Koju Cy CIOpPEeMHH Ja oBa JuIa 3armocie. Brnagajyhu WHKIY3UBHH MOACI
CollMjaJTHE 3alITUTE KOjU MOJpa3yMeBa OCIOCO0baBaAkE 32 CAMOCTAAH KUBOT U aKTUBHO
yuemhe y ApymTBeHo] (1 mpoeCHOHAIHO]) 3ajeAHUIH, ITOPKAH JaAKUM HHIUBUAYATHUM,
Ka0 M MYJITHIUCIUILTHHAPHUM MIPUCTYIIOM IPeMa KOPUCHUIMMA COILIMjATHE 3allITUTE MOXKE
Jla yTuue Ha yHarpehemwe craryca nuna o0osienux ol peTKUX OO0JECTH y OKBUPY CHUCTEMA
couujanne 3amrute. [lopen Tora, mpucTyn ycMepeH Ka Mopoaul 000JIeNor JINla, a KOjH
nozpasyMeBa npenBrhame M0ceGHIX Mepa’’> 3a IpyKarbe MOAPIIKe U 1oMolii OpoIHIH
Kao0 LEJHUHHU Y ,,00pOu* MPOTUB pEeTKUX O0JIeCTH He3a00MIa3aH je Kaja je ped O COILHjallHO]
3aIITUTH JIUILA 000JIETTUX OJ1 PETKUX O0JIECTH. Y CIIOCTaB/bakbeM capajme u3Mel)y yctaHoBa
COILMjaJTHE W 3APaBCTBEHE 3aITUTE, OJHOCHO m3Meh)y moceOHUX IeHTapa 3a MPEBCHIIH]Y,
JIMjarHOCTUKY M JICYCHE PETKUX O0oJiecTH (T3B. EKCIIEPTCKU LIEHTPU 3a pETKe 00JIeCTH) U
ycTaHOBa coljayiHe 3amTtuTe obe3belyje ce pazmena mHdopmanuja y 00JaCTH PETKUX
00JIeCTH ¥ MHAWBUAYAIHOCT y TPHUCTYNY KOPHCHUIMMA, y3umajyhu y o03up, u3pasury
XEeTEepPOreHOCT U AUBEP3UTET y UCI0JbaBAKY CHMITOMA YaK U Y CIy4ajeBUMa UCTHX PETKUX
oonectu. Ilpenopykama KomuteTra ekcmepara y oOnacTu peTkux Oosiectu mpenBuha ce
dopmupame TMOCEOHMX OneJbeHha COLMjaTHEe 3allTHUTe Y OKBHUPY EKCHEPTCKUX
3IpaBCTBEHUX IIEHTapa 3a peTrke Oomectu, uymMme ce 00e30ehyje moctymHOCT
CHelMjaln30BaHe ¥ KBAINTETHE CONMjaJHE 3allTHTe, NpU dYeMy ce mpensuha

. . 2
YCIIOCTaBJbakbe KOHTHUHYUPAHUX nmporpama cayKanuje CcoHrjaJITHUX pagHuKa. 03

202 KomuTeT eKkcrepara y OONACTH PETKHX GONECTH, KA0 CIICIHjaIH30BAHO TEIO OCHOBAHO Ja MOMOTHE
EBporickoj KOMHUCHjH y peryiucamy o0JacTH PeTKHX 00JIeCTH, Y JOKYMEHTY NOJ Ha3uBOM ,.PeTke GonecTw:
yKa3MBambe Ha MOTpeOy 3a CHelHrjaIM30BaHUM YCilyramMa COLMjajiHe 3allTHTe W WHTErpPaldjoM Yy COLjaIHe
nonutuke” n3 2012. ronune npeasuha cinenehe mocebHe Mepe colMjaiHe 3aMITUTE JIUIIA 000X 01 PETKUX
GosiecTu Koje cy ycMepeHe, u3mel)y ocraiior, 1 Ka mopoauaMa obosenux — 1. cMmeriraj y ycraHoBe 32 0JMOD
(enr. Respite Care Services), TepamneyTcko - peKpeaTuBHe yciyre, npuiaroleHo craHoBame (edr. Adapted
Housing), pecypau teHTpu (moceOHM HEHTPH KOjH NPYXKajy YCIyre COLMjaHe any U 3[paBCTBEHE 3aIUTHUTE)
U yciyre T3B. MEHalepa 3a KOMIUIeKCHe ciy4ajeBe. Rare Diseases : Adressing the Need for Specialised Social
Services and Integration into Social Policies, European Union Committee of Experts on Rare Diseases, 2012,
ctp. 15-19.

2% |bid., ctp. 21.
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VYTBphuBame mporpama enykanuje COLMjaTHHX paJHHKa 3a 00JacT peTkux OoyecTH
00e30ehyje ce capanmboM u3Mel)y HHCTUTYIHja COIHjalIHe ¥ 3/IPAaBCTBEHE 3aIITUTE JIOK CE
caMo CIOpoBOheme enykaluja OJBHja y OKBHUPY EKCIEPTCKUX IICHTapa 3a peTKe

204
0O0JIECTH.

[Topen Tora, yBoheme MOCEOHO mMpuaroheHUX Mepa COlHjaliHE 3allITHTe
JTUIMa 000JICITMM OJ1 PETKUX OOJIECTH W WIAHOBMMA HUXOBHX IMOPOJHIIA 3aXTeBa ydenrhe
CBUX 3aMHTEPECOBAHUX CTPaHA, IITO YKJbYUyje U MPEACTABHUKE JIUIIA 000IETUX O] PETKHX

: 205
6OJ'IGCTI/I, OAHOCHO IMPEACTABHUKE OpraHu3aliija HMBUJIHOI APYLITBA.

HeycarnameHocT y TEpMUHOJIOTHJH U MTOJMOBHOM Ju(epeHINpay pa3InuuTUX JaBamba U
Kopuctu (OeHeduIMja) Koje OCTBapyjy JMIa KOja ce Hajla3e y CTamy colldjaaHe norpede
norohena oxpeheHnM CoujaTHUM pU3UIMMA (jEHUM MM BUIIE) 3aXTEBa Pa3srpaHUUYCHE U
yKa3uBambe Ha Pas3siore KOju Cy yCIOBWIH ONpPEAebehe 3a KOpUIIhemhe TEpMUHA COIIjaTHa
3alITHTA Y TOTJIey PeryjHcama COILUjaIHONPABHOI CTAaTyca JIMIA OOOJIETNX O PETKHUX
Oonectu 0Oe3 3aaxema y Ny0Jby KOHIIETITyallHy aHAU3y CaMHUX IOjMOBa, y3uMajyhu y
003up, MpeaMeT paja KOju ce OJHOCH Ha IMPaBHU CTaTyC JMLA OOOJENUX OJf PETKUX
OonectH, Kao MoceOHO BYJIHEpaOWIIHE NIpYyMITBEHE rpymne. Y jgomahoj ¥ cTpaHO] HAYIHO] U
CTPYYHO] JUTEPATypu MPUCYTHU Cy cienehn mojMoBu - couujanHo ooe3odeheme, corujarna
3alITUTa, COLMjaJiHa MoMoh, colujasiHo cTapame U couMjaiaHo oOemrehewe. Tako ce
MOJMOBH COIIMjalTHA CUTYPHOCT U COIMjaTHO 00e30eheme uecTo KopucTe Kao CHHOHUMHU
MaJa UMa U ayTopa KOJU 3acTymajy Jpyraudja CTAaHOBUIITA U COLMJaJIHy CUTYPHOCT
pasmarpajy y HBEHOM IIHpPeM H YXKEM 3Hauewmy, Tlle C€ YyKE€ 3HaueHke COIUjaTHe
CUTYPHOCTH Je(pUHUIIE Kao colrjanHo obe3deheme. Y nqomahoj nureparypu TakaB CTaB je
npucytad ko Jymana JlakuheBuha koju moj colujaqTHOM CUTYpHOLINY y HIMPEM CMHCITY
NoJpa3yMeBa JAPYIITBEHY JIENaTHOCT, OJIHOCE M CUCTEM IUPHUX IPYIITBEHHX Mepa Kojuma
ce o00e30ehyje oapeheHn HUBO >XKMBOTHOT CTaHjapjaa rpahaHa JOK MO COIMjaTHUM
o0e30ehermeM, OJHOCHO COLMJaTHOM CHUTYPHONy Yy yXKEM CMHUCIY MOApa3yMeBa

CHCI_II/I(I)I/I‘-IHy HOCJINHY Y OKBUPY OBC JCIATHOCTH, I(Oja rapaHTyje 3a10BOJbEHC OCHOBHHUX

2% |bidem.
2% |pid., ctp. 22.
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. . . . 206 . .

KUBOTHUX TOTpeda JbyAM KOje W3a3uBajy couujanHu ciaydajeBu.” Ilojam commjamHo
obemreheme o3HauaBa 3amITUTY KOjy ApxkaBa oOe30elyje nummma Koja cy mperprena
MITETY 3a KOjy j€ OATOBOPHA Jp:kKaBa, OJIHOCHO 3aIITUTY Koja ce 00e30ehyje nmuBmIHUM H

: 207
BOJHUM PAaTHUM HMHBaJIWJIHUMA.

Jlox je pasznuka u3mely colmjaiHe CUTYPHOCTH (OJTHOCHO
o0e30ehema) u comujaHor obemTehema y BEIMKO] MEpH jacHA, Kao W pa3inka u3Mmehy
M0jMOBA COIMjaJTHE CUTYPHOCTH U COIMjaJIHE 3aIlTUTE, jaBJba ce moTpeda nudepeHnupama
cienehux mojMoBa - colyjaiHa 3alITHTa, COIMjajlHAa IMOMON W COLMjaJIHO CTapame.
ComnmjanHa 3alITuTa Ce, Kao U I0jaM COIUjalIHE CUTYPHOCTH, NEePUHUIIC Yy HCHOM IIHPEM
U y)KeM 3Hauewy, TJe Ce YK€ 3HaueHmhe O3HauaBa Kao 3alllTUTa KOja Ce OCTBapyje IMyTeMm
COILMjAJTHOT CTapama u conujaimHe nmomohu. [llupe 3HaUCHE ColMjaTHE 3aITUTE U3pAXKaBa
ce y nepuHMLUjU KOJy je Aao Muxajno Crymap rzae couujajiHa 3alTHTa MpeacTaBiba
3alITUTY OJ] COIMjaIHUX clly4yajeBa, 0e3 003upa Ha u3abpaHe METOE COILMjaliHe 3aIITUTE,
Ha n3a0paHa cpejicTBa, Ha OOJHMKE OCTBapHBama M 0e3 003Mpa Ha HEH KypaTUBHHU HIIH
npesenTrBHA cMep.’®® CTymap cormjanHy 3amTHTy AeUHAIIC U Y BEHOM yKEM 3HAUCHY
Kao 3alITHTYy JIMIA Koja HHCy (YOIIITE HWIJIM JIOBOJbHO) 3amiTHheHa Ha OCHOBY METOja
COLIMjaJTHOT OCHUTypama WU couMjamHor o6e3behema W TojaM colujaigHe 3allTUTe
W3je[HauaBa ca COIMjalIHMM CTapameM i comujamHoM momohn.’”® Ca mpyre crpane, mojam
corjanHa momoh (eHr. social assistance) ce kopucTH Ja O3HAYW 3aIITUTY KOJy IprKaBa
00e30ehyje cBojuM WIaHOBUMA KOjU C€ Hajla3e y CTamy COIMjaHe moTpede, OJHOCHO Kaja
CBOJUM PaJIOM, UMOBHHOM HE MOT'y Aa 006e30e/1e JOBOJbHO 3a CBOj€ U3JIpiKaBame /i€ ce Kao
OCHOBHH KPHTEPHUjyM 3a OCTBapHBam-€ MpaBa y3MMa MHAMBUAYalHA MOTpeda MmojeAnHIa, a
HE EroBo ydemhe y CHCTEMY COIMjaHE CHUTYPHOCTH, 00aBJbame MpodecruoHaTHe
JIeaTHOCTHU WJTU yIijaTa HOHpHHOC&.ZlO Tako ce mojam conyjanHe momohu u3jenHavaBa 3a
IIOJMOM COILMjaJlHEe 3alITUTE Yy HEHOM YyXeM 3Hauewmy. JbyOounka KoBaueBuh ykasyje Ha
pas3iuKy u3Mel)y nmojma couujanHe moMohu, OTHOCHO COIMjaTHe 3aIUTUTE (y’Ke 3HAUeHe) U

ColMjaTHOT cTapama (eHr. social care) koja ce orjiena y Kpyry 3amrtuheHux juna 10K oba

2% Jb. Kosauepuh, Hopmupare coyujanne cueypnocmu y mehynapoonom npagy, Marucrapcku pan, [IpaBuu
¢axynrer, Yausepsuret y beorpany, beorpan, 2007, ctp. 18.

27 bid., ctp. 21.

2% |hid., crp. 19.

29 |pid., crp. 19-20.

219 Ipidem.
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1ojMa IMOYMBajy Ha MJEjU MOoMOhHM, OJHOCHO MHAMBHIYyalTHE couujanHe norpede. Hauwme,
myTeM colfjasiHe moMohu (comujaliHe 3aliTUTE) ,,3allTHTA CE MpYyKa JUIUMa Koja He
pacrionaxxy (yonmTe WM JOBOJbHUM) CPEICTBHMA 3a H3JPKaBamke JIOK Ce IyTeM
COIMjaTHOT CTapama ITUTE MOCEOHO ByJIHepaOuiaHe (OCeT/bHBE) KaTeropuje Jmma (HIIp.
CTapW, JIMIA Ca WHBAIUAUTETOM, XPTBE HACHJba, TOKCMKOMAaHU W alIKOXOJHYapH), ca

[IUJBEM JIa Ce IONPUHECE IhUXO0BOj JOOPOOUTH M HHTETPAlljU y APYIITBEHY 3ajez[HHuy.“21l

3a moTpebe oBor pama kopuctuhe ce TEPMHUH COIUjaTHA 3amTUTa (y HBEHOM YKEM
3HAUCHY) Y CMUCITY aHAJIM3E Mepa KOjuMa JIPYIITBO U ApxkaBa 00e30el)yjy yciioBe 3a )KUBOT
U HaIPEJOBAE Y )KUBOTY OHMM MOjESMHIIMA, IPYIITBCHUM Tpylama U cBUM TpahaHnma
KOjU CTaJHO WJIM NMPUBPEMEHO, MOTIYHO WIH JEIMMHUYHO HUCY y MOTryhHOCTH aa camu
cebu Te yclioBe OCTBape, OMIIO 3aTO IITO Cy HECIOCOOHH 3a paj, OWjo 3aTo IITO Cy UM
notpede nmoehane 300r MOCEOHUX KUBOTHUX okosHOCTH, ** OJIHOCHO neduHUIH]a KOjy je
nao Muxajno Crynap u3 pasjiora IUTO je IIMPOKO NPUMEHJbUBA, y3uMajyhu y o03up
CTPYKTYPY paZia U MYITHIUCIMIUIMHAPAH MPUCTYI TPEAMETY HUCTPaXKHBamba, a MOCEOHO
YHIBECHUIYy Jla JIMIa o0oJena O] PEeTKUX OosecTH (300 XEeTeporeHOCTH W U3PaKeHOT
JTUBEP3UTETa Y MaHU(ECTAIMjU CHUMITOMA OOJIECTH) MOTY TIOCTaTH CYOjeKTH COIMjaJTHe
3alITUTE Kako 300r HECTocOoOHOCTH 3a paa Tako 30or moBehanux moTpeba Koje cy
nocneaniia perke 6onectu. Mehytum, Tpeba ykazatu Ha TO, Ja U TEPMHUH ,,COLIMjaITHO
cTapame’ MoXke Ja Oyjie MPUMEHJBHB, JEp C€ OJIHOCH Ha 3aIITHTY KOja ce€ Mpyka MmocedHO
BYJIHEpaOUIIHUM KaTeroprjaMa CTaHOBHHUIITBA, KakBa Cy JHIAa Koja 0OJyjy OJl PETKHX
Oonectu ykoauko ce nohe ox pasnuke uzmel)y 3amruheHux KaTeropuja iuua, 300r vera je
TEPMHH MPUKIAIHU]H aHAM3U cTaTyca IMojerHala, OqJHOCHO APYIITBEeHUX rpymna. Mnak,
y3uMmajyhu y o03up na je TepMHH collMjajiHa 3alliTUTa IIUPOKO mHpuxBaheH y nomahoj
MpaBHOj MIPAKCH, aJTH M Yy 3aKOHOJIaBCTBY (3aKOH KOju ypelyje oBy obiacT Ha3uBa ce 3aKOH
0 COIIMjaJHOj 3aIlITUTH) Y paay ce KOPUCTHU TEPMUH COllMjaiHa 3amThuTa. VcTpaxkuBame ce
OTpaHMuYaBa Ha aHANU3y MeEXaHH3ama COIMjallHe 3aIllITUTE JHUIa O0OJIeNHX OJf PETKHX
Oosectn Koja 300r y3pacta (mpumnanajy kareropuju aere miahe ox 15 roamna mro je, y

BehnHU MpaBHHUX CHCTEMa, JOHa TPaHUIla 3a 3aCHUBAK-E PAHOT OJHOCA), 300T y3pacta u

1 pid., crp. 21.
212 11 Bykoeuh, Cucmemu coyujanne cueyprocmu, ... , op. Cit., cp. 29.
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MaHU(pECTOBaHE peTKe OOJecTH Koja je JoBela 10 WHBamuauTeTa (moceOHa 3aliTuTa
MJIQIUX Ca HMHBAIMIUTETOM Yy CHCTEMY COIMjajHEe 3allTUTe), Kao M 300T TEXKHUHE
MaHudecToBaHe OoyiecTH HHUCY cIrocoOHa 3a panx, a uMajy moBehane morpebe 300r
MOCEOHUX OKOJIHOCTH, OJHOCHO ,,peTKOCTH Oojectd y mnuTamy. CrenupuaHocTd
3/IpaBCTBEHE 3ALITUTE W MEAMIMHCKONPABHH CTATYyC JIUIA 00OJENUX Off PETKUX OO0JIeCTH
O6uhe pasMaTpaHu y OKBUpY Ji€Ja MEIUIIMHCKOT MpaBa, JOK C€ MOJI0Kaj, OJHOCHO CTaTyC
una o0oJIeNTuX o PETKUX OOJIECTH Ha MECTUMA pajia, Koja cy OMIIO MOTIYHO OMJIO paHO
crocoOHa 1oJ1 MOCeOHUM yCIIOBUMA, aHAIM3KMpa Yy OKBHUPY Jielia paaHor npasa. Llwb pana je
ymephueare cmarba coyujaite cueypHocmu Iuna 000JIeTuX O PeTKUX 00JIeCTH, OTHOCHO
HIMPET COIMjaTHOIIPABHOT CTaTyca, Kao MoceOHe NPYIITBEHE IpyIle, aHaJu30M HHXOBOT

crarycay obnactu COI_[I/IjaJ'IHe 3alITHUTC, paaHOI © MCAUIIUMHCKOTI ITpaBa.

3. COLIMJAJTHOIIPABHHU CTATYC JIMIA OBOJIEJIUX O
PETKHUX BOJIECTHU Y YIIOPEJHOM IIPABY

[Tonasehu on ummeHHIIe Ja HOpME Koje oapelyyjy pagHONpaBHH, METUIIMHCKONPABHU H
CcTaTyc y OOJacTH COIMjajHE 3alllTUTE JIMla OO0OJIENTUX OJ PETKuX OO0JeCTH, Kao U
MEXaHU3MH 3a 3aLITUTY HBUXOBHUX COLMjAIHUX IMpaBa HHUCY, KAKO Y YIOPETHOM Tako M Yy
noMaheM mpaBy, O0jeIMEHEHU Yy JEAHOM 3aKOHCKOM TEKCTy, Y OBOM JIeNy, IpEeryieZiloM
COIIMjaJTHOT 3aKOHOJIaBCTBa (pajHOT, 3/IPaBCTBEHOT, Ka0 M 3aKOHOJABCTBAa y 00JacTH
COLIMjaJIHE 3alITUTE) aHAIM3Hpa CE€ CTaTyC OBHX JIMIA Yy YIOPEAHOM TIpaBy, Kao M
npeaBul)eHN HAaYMHM 3a OCTBAapUBaKkE€ OCHOBHMX COLMjAIHUX IpaBa JIMIA O0OJeNuX Of
petkux Oonectu. [lanac, mocroje apxase kKoje cy Beh ycBojuiie mocebHe 3aKOHE O PETKUM
6onectuma, nonyt Cjenumennx Amepuukux Jpxasa u Ounumnuna, anu je ped o 3aKOHNMa
KOJH IIEJIOBUTO HE OJipelyjy ColMjaTHONIpaBHM CTAaTyC JIMIa 000JIETTUX O/ PETKUX OOJIECTH,
Beh najy nmeduHuMIMjy petkmx OojecTH, mpeaBulajy OCHUBaEmbE IMOCEOHWX IIEHTapa 3a
Jeueme peTKuX OoJiecT, U npeasuhajy puHaHCH]CKEe MEXaHU3ME 32 MOKPUBAE TPOILIKOBA
KJIMHUYKOT UCTPAKMBakba JIEKOBA 32 JIEUeHE PETKUX 00JecTH y uiby obe30ehema mIuxoBe

JIOCTYITHOCTH Ha TpxuITy. Ha oBaj Ha4MH ce MOCPEAHO, ad U JNETUMHUYHO PETYJIHUIIe
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cTaryc 00OJeNnX JIMIIa Ca CTAHOBHUILTA MEAMIIMHCKOT TpaBa JOK U J1aJbe OCTajy OTBOPEHA
NUTamka BUXOBOI CTAaTyca y PaJHOM IpaBy, Kao M CTaTyca y OKBUPY OOJACTH COLMjaJIHE
3amTuTe, 300r yera je MOTPeOHO aHAIM3MPATH OJpeAde OCHOBHHMX 3aKOHAa y OBHUM
obyacTiMa, Kao W ojpende MOoceOHMX 3aKOHA KOje Ce OJIHOCE Ha MoceOHEe Kareropuje
3aMoCiIeHNX, OJHOCHO TMoceOHEe [pyIITBEHE KaTeropuje Kkoje Beh ykuBajy mnoceOHy
3aTUTY (JIMIA ca MHBAJTUAWTETOM). 3a carjiefaBambe U aHaIM3y PaJHONPABHOI cTaTyca
auna o0OJeNNX O PEeTKUX OOJEeCTH Of MOCEOHOT 3Hayaja Cy aHTH-JUCKPHMUHATOPCKE
oapende o 3a0paHM AWCKPUMHHAIMjE Yy OOJIACTH paja W 3alolUbaBama CaApiKaHe Y
JOKYMEHTHMA O JbYACKHM TpaBUMa, y YCTaBHMa, ONIITHM 3aKOHHMa WM y TOCEOHUM
AHTH-AMCKPUMHHATOPCKUM 3aKOHMMa, mTo je ciydaj Cjenumennx Amepudkux Jlpikasa,
KOje Cy yCBajambeM 3aKOHa O JIMIMMa Ca MHBAJIUIUTETOM (1990)*** i 3akona o 3aGpannu
JTUCKPUMHHAIIM]€ HA OCHOBY I'€HETCKUX HH(popmainmja (2008)214 KpEHYJIE ca PeryaucamemM
paZHOTIPABHOT, ajll ¥ MEIUIIMHCKOIIPABHOT CTaTyca BYJTHEPaOWITHHUX, PAalbUBUX KaTEropHja
cranoBHuIITBA. [lopen Tora, oapeade Koje ce oJHOCE HA 3aLITHUTY MpaBa Ha Pagy U Y BE3H
ca paJioM JIMIla ca MHBAJIMANTETOM, 32 JIMIa 00oJena o] peTKuX 0O0JeCTH, OJHOCHO 32 OHY
rpyny KoJ Koje je Beh momuio g0 ManudecTaiuje peTke 00JecTH y By MEHTAIHUX W/WIH
¢u3nuknx omrehema Koja ce MOry KBaMM(UKOBATH KAa0 MHBAIUAWUTET, UMajy oapeheH
3Hauaj. Kao nurtame Hamehe ce To, a M ce HeMaHH(ecToBaHa reHeTcka omTehema Mory
cMaTpaTy WHBAIUIUTETOM, Kako OM ce oJipe0e O 3allITUTH TpaBa JIMIA Ca HHBATHIUTETOM
OpUMEHWIE U Ha OHA JIMIA KOja Cy MOTEHIMjaHO Jula o0ojena o]l peTKUX, HacleIHUX
6osiecTH, OTHOCHO Ha OHA KOJ| KOJUX jOII YBEeK HHje Joluio, a Moryhe je u ga Hehe nohu no
Manudecramnuje Oonectu. OAroBOp Ha OBO NUTAKkE 3aBUCHU O]l 3aKOHCKE JeUHHIIN]E
WHBAJIMIUTETA, KOja CE€ pa3juKyje O]l JAp>KaBe N0 Jp)KaBe. 3a paJHOMpPaBHU CTATyC JIHIA
o0oJeNux 0/1 peTKUX 00JIECTH KOJI KOJUX jOII YBEK HMje AOILIO A0 MaHUpecTauuje 60ecTu
Ba)XHE Cy ojpeade o 3a0paHu reHeTcKe AMCKPUMMHALMje Y 00JacTH 3amoljbaBamba U Ha
paay, OOHOCHO oApen0e KOoje c€ OJHOCE Ha MOBEPJbUBOCT M MPHUBATHOCT MEAMIIMHCKUX U

reHeTCKUX MHQopMalja, Kao U oapeade 0 yclioBUMa IO/ KOjUMa je JOMYIITEHO MeHETCKO

23 Americans with Disabilities Act, Public Law 101 — 336, 104 Stat. 327, enacted July 26, 1990, codified at
42 U.S.C. § 12101.

214 Genetic Information Nondiscrimination Act, Public Law 110 — 223, 122 Stat. 881, enacted May 21, 2008,
GINA, pronounced Gee-na.
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tectupame. Onpende O TEHETCKOj AWCKPUMHUHAIMU 3HAYajHE Cy M 3a PEryJHCame
MEIMIIUHCKOIIPABHOT CTaTyca, OAHOCHO CTaTyca Yy OOJIaCTH 3JIPaBCTBEHOT OCHTypama
OCEOHO Yy OHUM JprKaBama TJie JIOMHHUpPA MPUBATHO 3JPaBCTBEHO OCUTYpame (IIpUMep
Cjenumenux Amepuukux Jpkapa). CjenumeHe Amepuuke J[prkaBe mmajy Hajpa3BUjCHHU]U
OPHUCTYN KaJa je ped O peryimcamy CcTraryca BYJTHEpAaOWIHHX, PAamUBHX KaTeropuja
CTAaHOBHHMIIITBA, JaKO pa3BHjeHO aHTH-IUCKPUMHUHATOPCKO 3aKOHOJABCTBO INTO je
HOAPKAaHO BIIaAajyNM KOHIIENTOM MOCEOHHMX IMpaBa MambHUHCKHUX Trpyma (eHr. minority

215

group aprouch) wajmpe yiua ca HHBAIUAUTETOM, a MOTOM M IIpaBa JIMIAa 00O0JCIHX Of

perkux Oonectu. To je pe3ynTupano ycBajambeM HMOCEOHOT 3aKOHOAABCTBA Y 00JACTH
21
peTkux 0OoJyiecTH, OJHOCHO 3akoHa o ,,opdan* yekoBumMa (1983) 6

OosecTuma (2002).217

1 3aKOHa O PETKUM

Ca ppyre crpaHe, Ha HHBOY EBpoIicke yHHje, peryiucame COIMjaTHONPABHOI CTaTyca
BYJHEpAOUIHUX, MAamHHCKUX JPYHNITBEHUX Tpyla Hajla3d C€ y HAUISKHOCTH CaMUX
IpkaBa 4YiIaHWUIA M OJUIMKyje ce oapeheHoM xereporeHomhy Koja je Tocieauia
Pa3IUYHUTUX MOJIENa COILHjaTHE CHUTYPHOCTH, pa3JIMYWTE TIpPaBHE Tpaaulidje, Kao u
Pa3TUYATUX CKOHOMCKHX, TOJMTHYKHX M KYJATYpHUX MPWIHKA Y JpKaBama WIaHUIaMa.
[IpBe akTUBHOCTH, Ha HHUBOYy VYHHje, y TOIJEAy peryiaucama cTaTyca Jula ca
WHBAJIUIUTETOM 3allo4eTe Cy paHUuX ceJamMIeceTUX TOJuHa J[BaJeCeTOr BeKa Kaaa je
ycBojeHa Pezonymuja Casera ox 21. jyna 1974. romuHe o Tmporpamy COILMjaTHUX
aKTUBHOCTH ,,y IIHJbY MTPOMOBHCaa MyHOT 3alollbaBamka W yHampehema ycimoBa pajga u
xuBoTa.“**® OBoM Pe3onyuujom je, mpBu myT, npeaBuleHO 11a je jeaH of] TTaBHUX 1IUJbeBa
EBporicke 3ajennuiie momoh nunyMa ca WHBAaJMAUTETOM Jia ce ocrmoco0e 3a HopMalaH,
HE3aBHCTaH KMBOT, KA0 U Jia C€ y MOTIYHOCTH WHTETPUITY y MPOPECHOHATHY 3ajeTHUILY,

IITO C€ OJIHOCUJIO Ha CBE KAaTeTropHje JIMIla ca MHBATMIUTETOM, 0e3 003upa Ha roJuHEe, Ha

215 M. Priestley, “We are all Europeans now! The social model of disability and European social policy,”
Barnes, C., Mercer, G., (eds.): The Social Model of Disability: Europe and Majority World, Leeds, Disability
Press, 2005, ctp. 23, nocrymHo Ha: http://disability-studies.leeds.ac.uk/files/library/Barnes-EMW-Chapter-
2.pdf

21 Orphan Drug Act, Public Law 97 — 414, enacted January 4, 1983.

21" Rare diseases Act, Public Law 107 — 280, enacted November 6, 2002.

218 M. Priestley, op. cit., ctp. 19.
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BPCTY MHBAIHANTETA H O3 063Mpa Ha moTpeGHe Mepe pexaGmmrammje.””” Pesonyuuja je
Kao CBOj IPHMMapHHU LWJb MMaja 3alolUbaBambe JIMIA ca WHBAIMIUTETOM, IITO OATOBapa
OCHOBHHUM IIOCTyJaTMMa Ha KojUMa je YHHUja 3aCHOBaHa, IPEKO MYHOI 3alollbaBamba U
CMambeHha He3aloCICHOCTH 10 eKOHOMCKOT HamnpeTka U €KOHOMCKE MHTErpalnje, OJHOCHO
y Torjieny JHlla ca WHBAJUAUTETOM, Wb j€ HHXOBa Mpo(ecHOHAIHA HHTErpalnuja u
norpeOHa pexaOwimTanyja, Opu 4Yemy je aeuHUIMja HHBAIMAUTETa IOYMBAJIA HA
UHOUBUOYAIUCTIUYKOM (MEOUYUHCKOM,) npuHuuny,ZZO OJIHOCHO Ha MPHUHIHUITY KOjU TOJa3u
O/l Tora Jia jeé HWHBAJIMIUTET MpOOJIeM IOjeJMHIIA KOJU j€ IOCJIEIUIa 3JPaBCTBEHOT
omTtehema. Y OBaKBUM yCIIOBHMA, COLMjaJIHE MMOJIMTHKE JpKaBa WiaHUIA npeasuhaie cy
JIBa pelIeHha 3a CTaTyC JIMIA Ca MHBATMIUTETOM — 1. leueme | 2. ,,HaJJOKHaIa" 32 ’bUXOBO
omrehewme nmyreM oOe30ehema ,,Mambe BOKHUX APYIITBEHUX YIOra, MoceOHMX oOHKa
3aMollbaBamba y BUAY OJBOJEHUX PAJMOHMIIA, CMEIITAja y YCTaHOBE COLMjallHE 3aIlTUTE U
cimano.?! Mnax, y mapty 1981. roamne, EBporcku mapiamMeHT YCBOjUO je HOBY
Pesonynujy xoja mpensuba conyjaaHy U eKOHOMCKY MHTETPAIIH]Y JIUIA Ca HHBAIUIUTCTOM
Kao JOMyHY HHXOBO] MPO(ECHOHATHO] MHTETpalUju, YHME C€ IPOMOBHILE HNPUHYUN
coyujantoe cxeamarba UH8AIUOUMema, OTHOCHO J1a UHBAIUIUTET HE TpeOa Be3UBaTH CamMo
¥ MCKJbYYHMBO 332 MEHTAJTHO W/HIIN (PU3UYKO, OJTHOCHO 3/IpaBCcTBEHO omrTeheme Beh ra Tpeda
pa3maTpatu y OKBHUPY IIMPET, COIUJATHOT U (PU3MUKOT OKpYykera. COlHjaTHi TPUHITUTT
(Mozen) MHBaNUAMTETAa 3aCHUBA CE€ Ha CXBaTalky Ja HMHBAIMIUTET HUjE MOCIEIUIA
omrtehema 31paBiba Beh Ja HacTaje U3 UTHOpHCamka, Ipeapacysa, cTpaxa i HeMOryhHOCTH
Jla ce O/roBopu norpedama JUIa ca WHBAIUIUTETOM y OKBUPY APYIITBEHOT M JIP>KaBHOT
ypel)eH)a.222 Hauwme, ykonuko je apymTBo CTBOPHIIO Oapujepe, OHO UX Tpeba U OTKIOHHTH,
jep Heycmex BOAM Ka TUCKpUMHUHAIM]U. YUCT comujamHu mpuHIMN (MOJIeN) WHBAJIUIUTETA

noAp:kaBa CTaAHOBUILTC Oa I[I/ICKpI/IMI/IHaI_[I/Ija MOKe€ OWTH 3aCHOBaHa KaKo Ha caJallllkbEeM

29 Ihidem.

229 Ihidem.

221 |pid., crp. 18.

222 R. Whittle, The Concept of Disability Discrimination and its Legal Construction, In: 'Discrimination and
affirmative action on the labour market — legal perspectives' (in preparation of the Swedish Presidency of the
European Union), National Institute for Working Life, Sweden, 6-7 November 2001, ctp. 2.
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TAKO W HA MpPOUUIOM, OyayheM WIM NpeTIoCTaBIbEHOM HHBATHANTETY >  jep ce
UHBAIMAUTET IOCMAaTpa Kao OpYUUMEEeHa/Coyujaria KOHCMpYKyuja, TTO 3HA4YM Ja Cce
HeMmaHH(]ecToBaHa reHeTcka omrehema, Kao peTKa CTamba, MOT'Yy CMaTpaTH HHBAIUAUTETOM
U CXOZHO TOME U 3amTUTUTU. COIMjaTHU MOJICNl HHBAIUANTETA JIONMYHEH j€ TPHHIUIIOM
3acHOBaHMM Ha mpaBuMa (eHr. Right- based aproach), ogHocHO npu3HaWKY U pazyMeBamy
MHBAIMANTETA KA0 MMUTamka JbYICKUX TpaBa, T€ CTaBy Ja JILA Ca UHBAIUAUTETOM YXKUBA]y
UCTa TpaBa Kao U OCTalH, y3 3a0paHy AUCKPUMHUHAIM]E IT0 TOM OCHOBY. JlaHac je y BehuHu
npkaBa rmpuxsaheH T3B. OMO-TICHXO-COLMjaTHH MOJET MHBAJIHIUTETA, OJHOCHO MEIIOBUTH
MEIMIIMHCKO-conMjaiHu Mozien (omrehema 3apaBiba Turyc conyjainde Oapujepe). Ha oBom
MecTy, Tpeba yKa3aTh Ha OCHOBHY KOHIICNITyalHY pas3IMKy Y peryilucamy craryca
BYJHEPaOMIIHUX, MAlbUHCKUX JIpymTBeHHX rpyna y CjeaumenuM AMepudkuM J[pxaBama,
ca jenne, u EBporicke ynuje, ca apyre crpane. Haume, y CA/l-y 3acTynsbeH je KOHLIENT
MOCEOHMX TIpaBa TUMHMYHUX 3a oipeheHy MamHMHCKY JPYHITBEHY TIpYIy M[OCEOHO
npuiaroheHux morpebama TakBe rpyme, 13B. ,,Minority based aprouch mro je, usmehy
OCTaJIOT, M YTHLAJIO Ha JOHOLICHE MNOCEOHOr 3aKOHOAABCTBAa Be3aHOr 3a onpeheHe
IpYLITBEHE Tpyle, ykbyuyjyhu u 3a numa obosena oa peTkux Oosectd, 10K y EBporickoj
YHUJU M JpKaBamMa 4iaHWIlamMa JOMHHHpa KOHIIENT 3aCHOBaH Ha mpaBuMma T3B. ,, Right-
based aproach,” koju ce 3acHuBa Ha cXBaTamby Jia CBH WIAHOBH JPYIITBA U CBE JIPYIITBCHE
rpyme, 6e3 003upa Ha TO, Aa JH Cy Y MalkbUHU WM HE, UMajy FCTa IpaBa 1 jeTHAaKe IMaHCe Y
ocTBapuBamy npasa. ['onune 1986, na HuBoy EBporncke yHuje, ycBojeHa je Ilpenopyka o

3aMollJbaBamky JIMIA Ca WHBAJIUIUTETOM (86/379/EEC),224

Koja je mpaBHOHeoOaBe3yjyher
KapakTepa, a Koja HarJjialllaBa 3Hauaj 3alolljbaBama JIMIA Ca WHBATHIAUTETOM M XUTHOCT
yBOl)eHa MPHUHIIMIIA 3aCHOBAHOT HA MPAaBHMa, OJTHOCHO CTBapamy jeJHAKHMX IIAHCHU 3a JIUIA
ca WHBAIMIUTETOM y OKBUPY €BPOIICKOT TPXMIITA paja, y3 Mepe JprkaBa WIaHHUIA O
3aGpann auckpumuHammje.””>  TlpemopykoM cy npeasuljene cienehe mepe — cTBaparbe

yCIIOBA 3a 3al0LbABAE JIMIIA €A HHBAINIUTETOM, IIpeaBulambe MoceOHNX 00IMKa pagHOr

2Th. Degener, Definition of Disability, E.U. Network of Experts on Disability Discrimination, This study
has been produced under the European Community Action Programme to combat discrimination (2001-2006),
ctp. 7, noctynHo Ha: http://antidiscriminare.ro/pdf/DefDisTD.pdf

2Council Recommendation of 24 July 1986 on the employment of disabled people in the Community,
(86/379/EEC), Official Journal L 225, 12/08/1986 P. 0043 — 0047.

225 M. Priestley, op. cit., ctp. 20.
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aHTa)XoBamba, MPO(PECHOHAHO YCaBPILABAHE, COIIMjaTHO CABETOBAE U ,,KOMIIEH3aTOPCKH
apamkMaHu conujanHe 3amrturte. [lopen Tora, ykasyje ce Ha moTpedy 3a mpeasuhameM
oaromapajyher cmemraja, mnpeBo3a, yBoheme TNOCEOHHMX YyCiIOBa pajaa, pa3BUjamkbe

. 226
MH(OPMAILIMOHOT CUCTEMA U CIIPOBOlEHE COLMjaTHUX UCTPAXKUBAIHA.

Jlaibe aKTHUBHOCTH
EBporicke yHHje wWmule Cy Yy TMpaBly NpU3HABAKA COYUJATHO-NPABHOS NPUHYUNA
umeanuoumema, T€ Cy JHLNA Ca WHBAIMIUTETOM IIOCTaja NpPaBHO ,BUIJbUBA® Yy
Amcrepaamckom yrosopy (1997), rme ce y wi. 13. nmpenuha, ogHOCHO nmaje ce ,,jaka
nonapiika CaBeTy Ja mpely3uMa akTUBHOCTH y IIWJbY Cy30HMjama AMCKpPUMHUHAILIM]E Ha
OCHOBY MHBAJIMINTETA, * C TUM IITO CE HE YCTaHOBJHABA]Y ,,HOBA,* OJJHOCHO MOoceOHa TMpaBa
3a JIMIA Ca MHBAIMAMTETOM.?2’ MeljyTrM, OHOMIEHE EBPOIICKOT aHTH-IHCKPHMHUHATOPCKOT
3aKOHO/ABCTBA 3a JIUIA Ca UHBATUAUTETOM, OJHOCHO YCIIOCTaBJbambe MPaBHO 00aBe3yjyhux
npaBwia Ha HUBOY EBporicke yHHje, kao mTo je To chnydaj y CjenumeHuM AMEpUYKUM
JlpxaBama, 3aXTeBa CariacHOCT CBUX JpKaBa WIaHUIA, IITO 300T pasiuka u3mely apkasa,
HUje JIako ocTBapsbuBO. Mmak y uin. 6.1. YroBopa o EBporckoj yHHjU HABOIU ce 1a je
,»YHHUja OCHOBaHa Ha MPHUHIMIKMMA CJI000/1e, IeMOKpaTHje, MOIITOBaka JbYICKUX MpaBa U
dbyHnameHTanHux cno0oa, BiIalaBUHU IpaBa, MPUHIMIIUMA KOjU CY 3aj€THUYKH 32 Ip>KaBe
YIaHWIe,“ IITO TOJpa3yMeBa U TOMITOBAKE INpaBa BYJIHEPAOWIHHUX, MAbHHCKHUX
JPYIITBEHUX T'pyIa, 300T Uera HY MpaBa JIHIa ca HHBAJUIAUTETOM, HAKO HE MTyTeM MPaBHO
obaBe3yjyhux Beh myrem T3B. Soft law mHCTpyMeHTa (MHCTpyMeHaTa MEKOT TIpaBa), HE
Tpeba M HHCY OCTajla W3BaH MOJIUTUKE YHMje. VIcTH mpuHIMMI, JaHac, BaXH M 3a 00JacT
peTKUX OOJIECTH IJIe je peryiucame CTaTyca OBe BYJIHEpaOWIIHE, MAalbUHCKE IPYIITBEHE
rpyne y 3adeTky, y3 nojadaHe aktuBHocTH CaBera EBponke yHuje y mpaBily MOTIYHH]E

3allITUTE TIpaBa, MHCTPYMEHTHUMa IpaBHOHeoOaBe3zyjyher kapakrepa, moueB oxa 2000.

T'OOUHC.

I[To yrieny Ha aktuBHOCTH EBpOIICKE yHUje y mpaBIly OCTBapuBama M 3allITUTE MpaBa JIMLA

ca unBanuauteroM, 2009. rogune ycBojena je Ilpenopyka EBpornicke komucuje y odiactu

226 1hidem.
227 |pid., ctp. 23.
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PETKHX 6osecTH?2® KOjoM ce M JIHia 06oJIena 0 PeTKHX GOIECTH IPENo3Hajy Kao moceOHa
JpYIITBEHA Tpymna, a Ap)KaBe WIAHMLE Ce MOJCTHYY J1a JOHOCE MpaBHO HeobaBesyjyhe
JIOKYMEHTE T3B. MEKOT TpaBa y (JOpMHU HAIIMOHATHUX CTpaTeTHja, OJHOCHO HAIIMOHATHUX
MJIaHOBa KOju Tpeba Ja MpeAcTaBibajy NMpaBHU OKBUP 3a KacHHUjE YCBajambe 3aKOHA O
perkuM OosiecTMa, OMIIO Kao MOceOHOr 3akoHa, OWIO ca LUJbEeM HM3MEHAa M JOIMyHa
nocrojeher conujamTHOr 3aKOHOIAaBCTBA (IPBEHCTBEHO 3JIPABCTBEHOT M COIM]jATHOT, alld U
pagHor) oapendamMa KojuMma ce perysuiie COIUjaHONPAaBHU CTATyC JIMIA O0OJEINX O

peTkux OoJyiectu u 00e36el)yje moaaTHa 3amTHTA IMpaBa.

VY neny Koju clie[in, HAKOH aHaJIK3e TOCEOHOT 3aKOHOIAaBCTBA O PeTKUM OoJiecTuMa (3akoH
0 ,,opdan“ nexoBuma (1983) u 3akon o perkum OGonectuma (2002)), 3aKk0OHOJABCTBA KOj€
peryiuine craTyc JHIa ca HHBAJUAUTETOM y OOJIACTH paja M 3IPaBCTBEHOT OCHTYpamba,
Kao M aHTU-AUCKPUMHHATOPCKOT 3akoHOAaBcTBa y CjemumenuM AmepuuknMm J[pskaBama,
u3Bpuinhe ce aHanu3a W TMOCeOHOr 3aKOHOJABCTBa Koje ypehyje craryc numa ca
WHBAJIMAUTETOM y 00JacTH 3amolubaBamka U paja, OApPeN0M O T'CHETCKOM TECTUPalmy H
ICHETCKO] JUCKpUMHUHAIMjH, Kao u SOft law mHCTpyMeHaTta y oGmactu peTkux 0oJjiecTd
(HaMOHAJIHE CTpaTeruje, IaHoBn) y @paniyckoj u Hemaukoj, y3umajyhu y 063up, 1a oBe

JpKaBe jOIll yBEK HUCY JOHEIE MOCeOHY 3aKOHCKY peryjJaTHBY O PETKUM O0JIecTHMA.

3.1 CouujantHonpaBHHU CTATYC JULA 000J1eTUX 0] PETKUX 00JIeCTH Y

Cjenumenum AmMepunukum /[p:xxaBama

Hanac je, y Cjenumennm Amepuukum Jlp>kaBama, peructpoBano oko 6000 pazmumautux

peTkux Oojectu o]l Kojux Oonyje oko 25 MWINOHA AMepHKaHaua.229 On 6000 perxux

228 Council Recommendation of 8 June 2009 on an action in the field of rare diseases, (2009/C 151/02),
Official Journal of the European Union, C 151/7, 3.7.2009.

22 Orphan Drug Product White Paper, The U.S. FDA Orphan Drug Product Program, prepared by Beckloff
Associates,Inc,ctp.1,10cTynHO
Ha:http://cardinalhealth.com/beckloff/documents/pdf/Orphan%20Drug%20Product%20White%20Paper.pdf
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Oonectn 85 ®HUX JOBOJAE N0 YrpokaBama XUBOTA 00o0JIenuX Jmia, NHOK ce 50 peTkux

GonecTH jaBibajy y AedjeM 106y U OQHOCE Ce Ha eUjy MOMmyIaujy. >

3.1.1 TIlocedna peryiaTuBa o peTKuM fojiecTumMa
Cjenumene Amepuuke J[p:kaBe cy mpBe JOHeJe MOCeOHY 3aKOHCKY PeryjaTHBy O PETKUM

231 (eur.Orphan Drug Act) 1983. roxuse,

OosnecTuMa, OTHOCHO 3aKOH O ,,0pdaH‘ JIeKOBHMA
a 2002. rogune u 3akoH 0 peTkuM Oosectuma (eHr. Rare Diseases Act). 3akon o ,,opdan‘
aekoBuma (1983) wmma 3a 1MJb 1A ONaKIa MCTPaKHMBakba, Ka0 M MPOU3BO/IHY JIEKOBA 3a
JIeYCHE PETKUX O0JIECTH Ha HAYMH KOjUM ce (hapMalieyTCKUM KOMIIaHHjaMa Koje oJiTyde Ja
poU3BOJIE ,,opdhan nekoBe 00e30el)yjy moceOHe onakmmuie. Te omakmuie moapasymMeBajy
IpaBO EKCKIY3MBHOT TpoMeTra oxapeheHor ,,opdan™ ynexka y Tpajamy OI ceaaM TOAMHA,
MOpEeCKe OJIAKIIUIE y CMHCTYy ociobohema on miuahama mope3a (cMamema mopesa) y
uzHocy o1 50% o1 TPOLIKOBAa KIMHUYKOT UCTPAXKHUBAKa JIeKa y MUTamkbYy, Ka0 U MOTyhHOCT
npousBohaua Ja arumimpa 3a AoHaiuje ko deaeparne Kanmenapuje 3a pa3Boj ,,ophan
npoxykra (enr. Office of Orphan Product Development).?®?> Oum 3akosoM ypehyje ce u
KOjU JIEK MO3Ke Jia A00uje cTaryc ,,ophan® jgeKka, Kao ¥ MOCTYyIMaK 3a Jo0ujamke TOr cTaTyca.
»OpdaH IeKoBU jecy JEKOBH KOjU C€ KOPUCTE 3a ,JieUeHhe PEeTKUX OO0JIeCTH M cTama,
OTHOCHO OHHMX Koje morahajy mame onx 200 000 spymm y CjenumeHMM AMEpUYKHM
HpxaBama. @apmarieyTcka KOMIIaHHW]a KOja j€ 3aMHTEPECOBaHA J1a MPOU3BOIH ,,0pdaH* JTeK
3a jeuyewme ojpeheHe perke OosecTn y 00aBe3u je Jla YIyTH 3axTeB 3a Jo0ujame ,,oppaH‘
craryca Kannenapuju 3a pasBoj ,,opdaH” mpoaykra, Koja jeé OCHOBaHA ca IUJBEM
pa3maTpama 3axTeBa 3a 0J00pemeM ,,ophaH’ craryca onpeheHrM JIEKOBUMA, 3aTUM Paau
OllCHhMBakha HCIyHEHha yCIOBa 3a J0JeNy JoHanuja (moMmohu) mpousBohaumma Koju
npous3Bojie ,,opdan yekoBe, ka0 u 3a mpaheme Kopuiihema OJI0OPEHHUX CpecTaBa.
Kannenapuja 3a pas3Boj ,,opdan* npoaykra je mocebHa jeaunuia QenepanHe Ympase 3a
xpany u sekoBe (enr. U.S. Food and Drug Administration). 3axTeB 3a npu3HaBambe
,opdaH*“ craryca oapeheHom seky mMopa da caapXH — MME IMpou3Bohaua, WMe JieKa U

noTpedHa CpeCTBA; ONMUC PEeTKe 00JIECTH ca MEIMIIMHCKH YBEPJHHBUM 00pa3IOkKEHEM 3a

230 Rare diseases Act, Public Law No. 107-280, Nov. 6, 2002.
1 Orphan Drug Act, Public Law No. 97-414, Jan. 4, 1983.
232 Orphan Drug Product White Paper, op.cit., ctp. 2.

79



IPUCTYN (I03Mparbe) CBAKOM IMAIMjeHTY; OIKC JieKa U HayYHO 00jallhemhe KOoje OMpaBiaBa
yrnoTpeOy JieKa 3a Jeuemhe PeTKUX 0OJIECTH U CTamba; KpaTak CakeTak O 3aKOHCKOM CTaTyCy
W TPKHUIITHO] UCTOPHjU JIEKa; JOKYMEHTAIHM]y KOja yKa3yje Ja Ce JICK KOPUCTHU 3a JICUCHE
6osectn koje morahajy mame oa 200 000 spymu y Cjenumenum AmepudkuM JlprkaBama
(mpeBaneHna 0oJeCTH); JOKYMEHTAIU]y KOja yKa3yje Ja ce JIeK KOPUCTH 3a MPEBEHUPAHE
Oonecty (BakIMHALIMjOM HJIM JTHjarHOCTHYKUM CpEACTBUMA) Koje morahajy mame on 200
000 mymun y CAJl-a roauiume (MHIUISHIIA 60J‘ICCTI/I).233 [Topen oBux obaBe3HHX
eJlieMeHara, npou3Bohau y 3axTeBy MOXKE Ja HaBeJe M pasjiore 300T KOjUX ce ONpaBaaHO
MOYKE OUEKHBATH J]a TPOIIKOBE HCTPaXMBamka M Pa3Boja Jieka 3a KOju ce 3axTeBa ,,oppan
craryc Hehe mohu ja HagOKHATW NPOAajoM Jieka Ha TpUITy CjeaumeHnx AMEpHYKHX
HpxaBa (dhakylITaTUBHU €JIEMEHT 3aXTeBa).234 Kannenapuja 3a pas3Boj ,,opban* nmpoaykra
oJUTy4yje O 3aXTeBY y poky oxa 1 mo 3 mecena oj JaHa mogHouiewma. Omiyka o JoAeiu
,»ophaH“ craryca, mMe mpousBohaua M peTka OOJeCT Koja Ce TPETHpPa OBHUM JIEKOM
06jaBibyjy ce y DexepansoM perucrpy.’> HakoH 106ujama I03BOJE 3a MPOMET, KOMHMja
3axTeBa 3a jJobOujame ,,0pdaH* craryca je IOCTyNHA jaBHOCTH, IO ojpeadama 3aKkoHa O

236 (eur. Freedom of Information ACt).237 Onnyka o J0JeIbUBAKY

JaBHOM HH(pOpMUCAHY
,»Oopdan craryca ogpeh)eHOM JeKy MOXKe C€ YKUHYTH CaMO YKOJIHMKO CE€ YTBPIH Jia 3aXTEB
calip’)kl HEUCTHHUTE TOJAaTKe WM YKOJIHKO aohe mo HemoryhHocTm mpowmsBohaya nga
MpOU3BE/Ie OHE KOJIMYMHE JIeKa KOje 3a70BOJbaBajy MOTpede Tp)KI/IIHTa.238 3aKoHOM O
,»opdan‘ nexosuma (1983) npensubeno je u popmupame OpdaH TOHATOPCKOT Mporpama
(enr.Orphan Grant Program) kojum ce omoryhasa mpousBohaunma ,,ophan nekosa jaa
aTUTMIMPAjy 3a JOHAIMje KaKo OM CMamWIIA TPOIIKOBE KIMHUYKOT MCTPaKUBarba JICKOBA,

3a mta Konrpec ogoOpasa cpeacta y usHocy ox 10 mo 13.5 munuona gonapa roguume. >

3akoH o0 ,,oppan‘ nexkoBumMa (1983) umao je 3a nusb 1a 06e30enu PruHAHCH]CKE TOJICTUIIAjE

3a UCTpaXXMBama U Pa3BOj JIEKOBA 3a Jieueme pPeTKux Oonectu (,,ophaH* nekoBa), U 1a

233 |pid., cTp. 3.

% |bidem.

2% Ibidem.

%6 Ereedom of Information Act, Public Law No. 89 — 487, July 5, 1967.
37 Orphan Drug Product White Paper, op.cit., ctp. 3.

23 Iidem.

% Ibidem.
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cTumynuire (apmareyrcke KOMIIaHHje Ja IPOU3BOJE JICKOBE KOjU HHUCY EKOHOMCKHU
ucrutatuBu. OBaj 3aKOH YCMEPEH je Ha Ipou3Bohaue JiekoBa 3a peTke OoyiecTH W He
OJIHOCH C€ Ha KOPHCHHKE 3JpaBCTBEHUX YCIyra Tj. Ha MalHjeHTe, Te He mpeaBubha
OJIaKIIMIE Koje omoryhaBajy ga peaqHo W juIa oboJiesla OJ PETKUX Oojectu Oyday y
moryhHoctu f1a 06e30ee JIekoBe HEOIXOIHE 32 CBOj€ JICUCHe, YMME C€ HaKHa/1a TPOIITKOBA
Jeyermha PeTKUX OOJIECTH CBOAM M TNPEHOCH Ha O0JIaCT 3ApaBCTBEHOr ocurypama. Jlo
ycBajama 3akoHa 1983. rogune Ha Tpxumty Cjequmenux Amepuukux [[pkasa 6wmio je 38
JIEKOBA KOjU Cy UMaH ,,opdan* craryc, a y nepuoay ox 1983. no 2002. roguHe 0100peHO
je 220 HoBUX ,,opdan‘nexkoBa qok ce jom 800 gogaTHUX JIEKOBa Haaze y Ga3u KIMHUIKOT
ncrmrnBama. >’ Y oxeupy Hamponansor muctutyta 3a 3apasibe CAJl-a 1993. rommme
ocHoBaHa je Kannenapuja 3a petke Oonectu, anu 0e3 yTBpheHux omnamthema, na 6u ce
2002. roguHe ycBajamkbeM 3aKOHA O PETKUM OonectuMa (HOpMaTHONPABHO YCTAaHOBUIIE
HagnexkHoctd Kannenapuje 3a perke Oomectu. Llwp  moHomema 3akoHa O PETKUM
Gomectnma (2002) jecTe W3MEHA W JONYHA 3aKOHA O 3PABCTBEGHHM yciyrama ' (emr.
Public Health service Act) u ocHuBame KaHienapuje 3a perke 0OO0JECTH Y OKBHUPY
HarmonanHor uHCTUTYTa 3a 3[paBibe ca oJroBapajyhum opnamhemnma, 3aTUM OCHUBAHE
MpEeXe PETMOHATHHUX eKCIEPTCKUX IEHTapa 3a Jieuemhe PeTKuX 0ojecTd, Kao u mnosehame
HAIIMOHAJTHUX JIaBama 3a Pa3Boj JUjarHOCTHYKHUX M CPEACTaBa JieueHa JIMIa 000X O/
peTKux Gonecru. > Kanmenapujom 3a perke 00JeCTH ympaBiba AUPEKTOP KOra HMEHY]e
mupekTop HanmonanmHor uWHCTHTyTa 3a 3ApaBbe W uMa cieaehe HAAIEKHOCTH —
npenopyuyje AreHy MoJpIiKke HCTPAaKUBaba PETKUX O0JIECTH Koja ce 00aBJbajy y OKBHPY
HAIIMOHATHUX MCTPAXMBAYKUX MHCTUTYTA W LEHTapa, a MOJPa3yMeBajy MCTPAKUBAYKE H
€/IyKaTHBHE aKTHBHOCTH, OJJHOCHO OPTaHM30BamhE¢ HAyYHUX PAaJUOHHUIA M CHUMIIO3HjyMa Y
obnmacTu peTkux OOJecTH, 3aTUM TPOMOBUIIE KOOPAMHAILM]Y U capaamy u3Mehy
HAI[MOHAJTHUX HUCTPaXUBAUYKUX HWHCTUTYTAa M LIEHTapa, JOK y capajmbHh ca OCTaINM
IpeKkTopuMa HamnmoHamHOT WHCTHTYTa 3a 3/paBJbe 3aKJbydyje cropazymMe O JOMACIH
JoHarja (MoMohM) pEermoHaTHUM E€KCIIEPTCKUM IIEHTpUMA 3a peTke Oojectu. Jupextop

MMPOMOBHUIIC U IMMOACTUYC OCHUBALEC HCHTPAJIIN30BAHOT ]_ICHTpa 3a I/IH(I)OpMaI_II/IjC O PCTKUM U

240 Rare diseases Act, Public Law No. 107-280, Nov. 6, 2002.
1 pyblic Health Service Act, Public Law No. 78 — 410, July 1, 1944,
222 Rare diseases Act, Public Law No. 107-280, Nov. 6, 2002.
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FCHETCKUM 0oJiecTUMa KOjH MMa 3a IiJb 00aBEIITCHE jJaABHOCTH, 3IPABCTBEHUX paJIHUKA,
nanyjeHaTa U BbUXOBUX MOPOJIUIAa O CBUM MHTAbUMa Yy BE3U PEeTKUX Oonectu. JupexTop
npuIipeMa TOMUINKM W3BemTa) 3a KoHrpec o HCTpaKMBambHMa CIPOBEACHUM WM
NOJPYKAHUM O CTPAaHE HAIMOHAIHUX HCTPAKUBAYKUX HHCTHUTYTA. 3aKOHOM O PETKUM
Oonecruma (2002) mpenuheHa cy roauinma W3lBajama U3 (deneparHor Oyiera 3a paj
Kannenapuje 3a perke 6oyiectu, kao 1 3a momoh (JoHanuje) Koje poaesbyje Kanmenapuja 3a
peTke OOoJIeCTH, Y capaImH ca AUPEKTOPHUMA OCTAIMX MHCTUTYIUja U LIEHTapa y OKBHPY
HanmonamHor WHCTUTYTa 3a 37paBjbe, JaBHUM W T[PHUBATHUM  HENPOOUTHUM
opraHm3anjamMa KOojuMa ce IMOKpHBA 110 MJIM JIC0 TPOILIKOBA IUIAaHHPaka, OCHUBAA WIH
jadama, kKao W 00e30elyje OCHOBHA oOmepaTHMBHA TOJPIIKA PETHOHATHUM EKCIIEPTCKUM
ICHTPUMA 3a KIMHUYKA HWCTPAXKHBamka, OOYKY M JIEMOHCTpAIUjy JHMjarHOCTUYKHX,

243
MMPCBCHTUBHHUX, KOHTPOJIHUX WU MCTO/Ia JICYCHA PECTKUX bonecTH.

[ToceOHa perynatuBa y 0OIacTH PETKUX OOJECTH, OJHOCHO 3aKOH O ,,opdaH* JeKOBUMA
(1983) u 3akon o perkum 6onectuma (2002) mpencraBibajy OCHOB 3a JeTajbHUje ypeheme
OBE pENaTHMBHO HOBE O0JIACTH, C TUM INTO Cy o0a 3aKOHAa NPBEHCTBEHO YyCMepeHa Ka
npousBohaunma ,,ophan* JJeKoBa OJHOCHO Ka MPEJCTaBHUIIMMA (PapMaIeyTCKe HHIYCTpHUje
U npeasubajy onakmmie M JOHalMje KOje CIpedaBajy, OJHOCHO yMamyjy E€KOHOMCKE
ryouTKe 300T MPOM3BOAK-E JIEKOBa KOJU Cy YCMEPEHHU Ka pelaTHBHO MajoM TpxHUITy. Ha
0Baj HauuH ce 00e30ehyje moctymHoOCT ,,ophan’ NMeKoBa Ha TPKUIITY, aTH HE U ,,peaiHa’
JOCTYITHOCT KOPHUCHHUIIMMA 3[JpaBCTBEHHUX YCIyra IITO OJIroBapa aMEpUYKOM JHOEpaTHOM
KOHIIENTY CUCTEMa COIIMjaJIHe CUTYPHOCTH, OJHOCHO CXBaTamy Jia je MojeqruHal OAroBopaH
3a CBOj ycIleX WM Heyclex y kuBoTy. Mmak, 00a 3akoHa MMajy BEJIMKH 3HA4aj 3a CTaTyc
nuna o0oJIeTuX O]l PeTKUX OojecTu, jep mpeaBubajy nomaTHE MexaHU3ME (OCHHUBAHE
Kannemapuje 3a perke OoJiecTH, Mpexe EKCIEepPTCKUX pedepeHTHUX IEeHTapa,
nH(OPMAIIMOHOT IIEHTpa 3a peTKe OONEeCTH) KOjuMa ce y BENUWKOj Mepu yHarpelhyje
OPUCTYN JHIa 00ONEeNUX O]l PEeTKUX OONECTH CHUCTeMY 3paBCTBEHE 3allITUTE, Kao U
00e30ehyje qocTynmHOCT U oAroBapajyhu KBaaUTET 3[paBCTBEHHUX YCIIyTa 3a CBE KaTeropuje

CTAaHOBHHMILTBA IO/ jeJHAKUM YCJIOBMMa YKJbyuyjyhu M 3a nuna obojena of pPeTKHX

283 Rare diseases Act, Public Law No. 107-280, Nov. 6, 2002.
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6onectu. [IpenycnoB 3a ocTBapuBame MpaBa Ha 3aAIUTUTY 3ApaBiba 3a JHIA 000JeNa Of
pPEeTKHX 0OJIECTH jecTe JAOCTYIHOCT Ha TPXKUIITY aJIeKBAaTHUX JWjarHOCTUYKUX U CPENICTaBa
JeYema PETKUX OO0JECTH, OIHOCHO JIOCTYITHOCT T3B. ,,0pdaH’ ysexoBa. 3aKkoH o ,,opdaH™
aekoBuMa (1983), kao u 3akon o perkum Oomectuma (2002), koju mpeacTaBba AOMYHY
3aKoHa 0 3/IpaBCTBEHUM ycllyrama, rpenBulajy moceOHe OJaKIIuIe 32 OHE KOjU e OTyde
Jla TIPOM3BOJIE JICKOBE 3a JIeUeH-e PEeTKUX OoyiecTH 3a mTa cy mnpenBul)eHa cpeiacTa U3
dbenepanmnor Oyuera. OcHUBamEM Mpeke pedepeHTHHUX IleHTapa omoryhyje ce panHa
JINjarHOCTHKA 00JIeCTH, Kao W TpyKame Hajoosbe Moryhe 3apaBCTBEHE YCiIyre Koja
onropapa morpebama cBakor obOomenor nuna. OcHuBameM lleHTpa 3a mHpOpManmje o
PETKMM W HACJCIHUM OOJIECTH, JIUIa 000JIeNia O/l PeTKHX OO0JIECTH M YIAHOBU HHXOBHUX
MOpOoJULIa MOTY J1a 100U]jy TOTIYHY U TayHy uH(popmanujy o oapeheHoj peTkoj 6oxectu, u

yCTaHOBaMa KOje cy pe(bepeHTHe 34 BbUXOBO JICUCHC.

3.1.2 PeryaaTtuBay 00J1aCTH 31PaBCTBEHOI OCUTYPalba
Mehytum, 3akoH o perkum 6osectuma (2002), kao mocebaH 3akoH y 0BOj 00sacTH, ypehyje

MEIUIUHCKOIIPABHU CTATYC JIMIA 000JIEINX O/ peTKUX 00JIECTH caMO MOCPETHO, T€ MHOTa
NUTalka 3Ha4yajHa 3a CTaTyc oO0OJenuX JIMIAa OCTajy M3BaH OBOI 3akoHa. [Iurame
3/IpaBCTBEHOT OCUTYpama KOj€ je OCHOB 3a IPUCTYI CHCTEMY 3/IPaBCTBEHE 3aLITHTE HUjE
perynucano 3aKOHOM O PETKUM 00JIeCTUMa, T€ OCTaje Ja C€ YTBPAM CTATYC JUIAa 000IeInX
0]l PETKUX OOJIECTH Y OJIHOCY Ha 3/IpaBCTBEHO OCUTYpPAHE€ aHAJIM30M OCHOBHHUX 3aKOHA Y
oOmactu 3apaBcTBeHOr ocurypama y CAJ[-y. Kao BaxHO nuTame jaBjba Ce peryiucame
riahamka BUCOKMX TPOLIKOBA Jiedewa peTKUxX Oosectu (peanHo obOe30eheme JOCTyMHOCTH
JeKoBa 3a peTke Oosiectd oO0OJI€NMM JIMLKMMA), OJHOCHO OJHOCAa ocurypanajyhe
opraHusaiuje 1 oOoJenor juia, ¢ 003upoM Ha To, Aa je y CjenumeHuM AMepUyKuM
JpxaBaMa 3aCTYyIJb€HO IMPBEHCTBEHO MPUBATHO OCUTYpame. Y BE3U ca THUM, je U MUTambe
KOje MpOM3MIa3u U3 YUECHHUIE Aa je BehuHa peTkux O0JIeCTH MeHEeTCKOr Mopekia, Te Ja
OocHUT'ypaBadyM MOTY Jia 0J10Mjy WM Ja noBehajy mpeMujy OCUTypama OHUM JIMIMMA, all U
IbUXOBUM IOTOMIIMMa KOJU HMMajy TE€HETCKY OCHOBY 3a Moryhm HacTaHak HEKe peTKe
6onectu. Ilopen Tora, mpemopyka YmpaBe 3a 3ApaBjbe U 3PAaBCTBEHE YyCIyre jecre

TE€HETCKO TECTUPAILC HOBOpObCHC ACEC Ha onpeh'eHe PETKE 6OHCCTI/I, Y BE3U Ca YUM CC
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OTBapajy NHUTama Jla JU OCUTrypaBajyhe opraHusanuje IMOKPHBAjy TpPOIIKOBE TaKBUX

T'CHCTCKHUX TCCTOBA.

VY Cjenumenum Amepuukum [lpkaBama oko 40 MWIMOHA JbYAM HEMAjy 3APaBCTBEHO
ocurypame.”** TpyIIHO ocurypame, HHIMBHAYATHO OCHIYPAmbe, CAMOOCHTYpame (06IHIHU
NPHUBAaTHOT OCHIypama) U OCHUTypame y okBupy mporpama Medicare u Medicaid (jaBao
OCUTYpame) jecy TJIaBHU OOJUIM 3/IpaBCTBEHOT ocurypama y CjennmeHuM AMEpUYKHM
HpxaBama u muma je oOyxBaheno 240 wmwuiImnoHa AMepI/IKaHaua.245 Kon rpymnor
OCHTypama, IPEeMHja U cyMa OCHTypama oJpel)yjy ce Ha OCHOBY TBPAEH OCHUTYpPaHHKA O
UCKYCTBEHUM PHU3UIMMA KOjU Cy 3ajeJHUYKU 3a TPYIy OCUTYpaHHKA, HJIU HAa OCHOBY
1oJlaTaka 0 UCKYCTBEHUM PHU3HUIIMMA KOjU Cy KapaKTEPUCTHYHH 3a JAPYry CIUYHY TPyNy y
vctoj rpani mHaycrpuje.’*® Ko MHIMBHIyaHOT 3IpaBCTBEHOT OCHTYpama MpeMHje ce
onpel)yjy Ha OCHOBY MHIMBHUAYATHHX KapaKTEPUCTHKA Tj. TOAMHA XHBOTA, IOJIa U MECTa
npeOuBamIlTa 3a Koje ocurypanajyhe opranusaiyje cMaTpajy Aa cy 3HayajHU MOKa3aTesbu

247 Medicare jecte mporpam jaBHOT

¢axropa pusuka 1 MOryhux 3/1paBCTBEHHX TPOILKOBA.
3PaBCTBEHOI OCHI'ypama KOjH IMpeJCTaB/ba MporpaM moMohu 3a 3/JpaBCTBEHY 3aITHTY
JHMIUMA CTapHjUM OJ 65 roauHa, MJIaJuM JIMIUMA Ca WHBAJIHIUTETOM, U JIMIMMa KOja ce
HaJlaze y KacHoj ¢a3u O6osnectu OyOpera u Baxu 3a cBe (enepanne apxase y CjeumbeHIM
Awmepuukum JIpxxaBama, ok Medicaid mnpeacraBba mporpam  COLMjajHE 3alITHUTE
cupomarnanx rpahana.?*® Mnak, Behmna rpahana y CAJl —y je 3IpaBCTBEHO OCHTYpaHa
IpeKo IMOocJoJaBana, TI/Ie C€ 3IPaBCTBEHO OCUTYpame 3acHUBA Ha 3/IPAaBCTBEHUM
wianosuma (enr. self-funded health insurance plan) koje o6e36ehyje mocaomasar GuiIo

249

JUPEKTHO U3 collcTBeHOr (oHna Ouino npeko tpeher muua.”” V CAJl-y jeana tpehuna

44 K. L. Hudson, K.H. Rothenberg, L. B. Andrews, M.Jo Ellis Kahn, F.S. Collins, ,,Genetic Discrimination
and Health Insurance: Un Urgent Need for Reform,” Science, Vol. 270, 1995, ctp. 391.
25 Ibidem.
246 Genetic testing in Health, Life, and Disability Insurance in Kentucky, prepared by L. H. Hendrix, Research
ngaport No. 289, Legislative Research Commission, Frankfort, Kentacky, 2000, ctp. 10.
Ibidem.
248 \www.medicalnewstoday.com/info/medicare-medicaid/
9 K. L. Hudson, K.H. Rothenberg, L. B. Andrews, M.Jo Ellis Kahn, F.S. Collins, op.cit., crp. 391.
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pagHO aKTHBHE IOIMYyJallMje je 3JPaBCTBCHO OCHIypaHa IPEKO 3JPAaBCTBEHHX ILIAHOBA
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nociaogaBana.

[Turama koja ce ogHOoce Ha 3a0paHy JUCKPUMHUHAIMje 3aCHOBaHE Ha YIOTpeOH
uHpOpMaIja O TEHETCKOM CTaTyCy, OIHOCHO ceHemcKe OUCKpUMUHAYyUje W 3aumume
2eHemcKe npueamuocmu y oonacmu 30paecmeenoz ocucyparwa (ogHOoca ocurypasajyhe
OpraHu3zaije ¥ OCUTypaHuKa y MOTJIEAY OJJYKE O 3aKJby4YeHY YyroBOpa O OCHTypamy, Kao
U TIOTJIeSly YTBphUBama MpeMHuje U CyMe OCHIypama, IMOKPHBAamke TPOIIKOBA T€HETCKOT
TECTHpama MOTOMaKa OCUTYpaHUKa) peryjucaHa cy, Ha (eaeparHoM HUBOY, 3aKOHOM O
IIPEHOCHBOCTH M OATOBOPHOCTH y 3IPABCTBEHOM OCHIYpamy u3 1996. rommse (eHr.
Health Insurance Portability and Accountability Act), 3arum 3akoHOM o0 3a0panHu
JMCKPUMHHAIM]jE HA OCHOBY TI'eHETCKHX wnHpopMammja®™ u3 2008. (enr. Genetic
Information Nondiscrimination Act, GINA), ka0 ¥ HajHOBUjUM 3aKOHOM O 3aIITHUTH
nmalLMjeHaTa u npyxay Here (enr. Patient Protection and Affordable Care Act) u3 2010.
rojvHe KOju ce HasuBa jom u ,,Obamas Care Act” jep je peu o 3aKOHY KOjH je OCHOB
pedopme 3apaBcTBeHOr cuctema mpeacennuka bapaka O6ame. [lopen oBux 3akoHa, o1
3Hauaja 3a peryimcame 3a0paHe JUCKPUMHUHAIIM]E HA OCHOBY TeHETCKHX WH(pOpMaIldja je U

2%% (enr. The American with Disabilities

3aKOH O JIMIMMa ca WHBAIUIUTETOM Y AMepUIH

Act) u3z 1990. romune. Takohe, cBaka ¢enepanHa ApkaBa HOHOCH CBOje AaHTHU-
255

JTUCKPUMHUHATOPCKO 3akoHOoAaBcTBO.”  IloueB ox 1970. roguHe HEKOIMKO (enepamHux

Jp>KaBa JOHEJNO j€ 3aKOHE KOJU CE€ OJIHOCE Ha 00JIACT TeHETHUKE U YMOoTpede TeHETCKUX

uHpopManrja ol cTpaHe ocurypasajyhux opranuszaunuja. CesepHa Kaponuna je nonena

3aKOH KOjUM ce 3alpamyje ocurypaBajyhuM opraHuszanujama jga oa0Hjy Aa 3akjbyue

YroBOp O 3/IpaBCTBEHOM OCUTYpamy WIM Jla Hamjare Behe npemuje ocurypama Ha OCHOBY

20 K H. Rothenberg, ,.Genetic Information and Health Insurance: State Legislative Approaches,* Journal of
Law, Medicine & Ethic, 23 (1995), ctp. 312.

1 Health Insurance Portability and Accountability Act, Public Law No. 104-191, Avg. 21, 1996.

22 Genetic Nondiscrimination Act, Public Law No. 110-223, 2008.

253 patient Protection and Affordable Care Act, Public Law No. 111-148, May 1, 2010.

% The Americans with Disabilities Act, Public Law No. 101-336, July 26, 1990.

%5 K. Setoyama, ,Legal Protection Restricting Genetic Discrimination in U.S.A., “ Osaka University Law
Review, 56/2, 2006, ctp.139.
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ocoGuHa (cBojcTBa) cpmactux hemmja wmm xemormoGuua I11.°° Tomune 1986. caBesua
IpkaBa MepwieHI ycBOjuja j€ 3aKOH KOjuUM ce 3a0pamyje ocurypasajyhum
opranuzaiyjama oapehuBame Behe mpemuje ocurypama U JUCKpUMUHAIIMja 3aCHOBaHA Ha
,,0coOMHama cpractux henuja, ocoonHama taisacemuje muuHop (exr. thalassemia-minor),
ocobunama xemornobuna L1, ocoGunama Tej — Caxc cuumpoma,”®’ i 6HI0 KOX APYror

258
“® HMnak, BehuHa 3akoHa

TEHETCKOT CBOjCTBAa KOj€ je HEIIKOAJBMBO CaMO IO ceOH.
dbenepaHUX JprkaBa OrpaHMYCHA je Ha TadyHO ojapeheHa cBojcTBa (CTama) WM HA TavyHO
onpehene mopemehaje, M0k ce y JIpyruM ciydajeBUMa J03BOJbaBa ymoTpeda T'€HETCKUX
uHpOpMaLja W IUCKPUMHUHATOPCKO [EJIOBAEbEe NPUIMKOM OJUIydHBamba O 3aCHHUBABY

2% o onpeheHux TmpoMeHa y

OJJHOCa OCHTYpama WM HamiaTh Behux mpemuja.
3aKOHOJABCTBY (enepanHux JIpkaBa y TOMNIEAYy CIpeuaBama W 3a0paHe TEHETCKe
JMCKpUMUHAIIAjE y OOJIaCTH 3JIPaBCTBEHOT OCHUTYpama Aonuio je 1991. roaunHe kanma je
caBe3Ha JpkaBa BHCKOHCHH JOHeNa 3aKOH KOjuUM ce 3a0pamyje ocurypaajyhum
OopraHm3aiyjamMa Ja 3axTeBajy OJi INOjeIWHIIA WIM 4YIaHA I[OPOAMIIC IOJABPraBamke
TCHETCKOM TECTHpamy, 3aTHM Ja 3aXTeBajy ITUPEKTHO WJIM HWHAMPEKTHO pE3yJITaTe
TCHETCKOT TECTUPAha, YCIIOBJhABA]Y OCUTYPAE TEHETCKUM TECTUPAmEM, Kao U Jla KOPHCTE
pesylTaTe TeHETCKOT TeCTHpama 3a yTBphiBame npemuje ocurypama.”®® Cimdnn 3akoHH
yCBOjeHH Ccy W y octanuMm deneparnum npxaBama — y Kamudopauju, Komopany,
Mumnecotu, Oxajy u Operony. ¥ Oxajy, 3akoH npeasuha ga ocurypaBay MOXe MPHUINKOM
yTBphUBama TpeMHje OcuUTypama Ja y3Me y pa3sMarpame H pe3yiTaTe T'eHETCKOT
TECTUpaha i CaMo I0JT YCIIOBOM Jia Cy T00pPOBOJEHO JlaTe Of CTpaHEe OCUTYpaHHKa, Kao

261
Ja Cy IIOBOJBHE I10 K:ETa. 6

256 K H. Rothenberg, op.cit., ctp. 313.

7 Tej-Cakcosa (er. Tay-Sachs) Gouecr je ypoljeHa uanoTHja Koja je HajpaHuije OTKpHBeHa u Hajuemnha u3
rpyne 0oJiecTH HacTaIuX 300T HacleaHor mopemMehaja y pasrpaamy ranrmosnaa. Hajuemha je xox JeBpeja-
Amkenasu (2 g0 3:1000 HoBOpoheHe nere), AOK je y ocTajor CTaHOBHHUINTBA cTO TyTa peha. Knmuanaku ce
6onect otkpuBa m3Mmelhy 3. U 6. Mecena KMBOTa MOTOPHOM ciabomliy u 3a0cTajambeM y MCHXOMOTOPHOM
pa3Bojy. [euna najuenthe ymupy y tpehoj rogunu >xuBota. Moryha je mpeHaranHa qujarsHosa y KyJITypH
aMHHOHCKHX henuja. Jleueme je cumnromarcko. D. Mardesié, op.cit., ctp. 162.

28 K .H. Rothenberg, op.cit., ctp. 313.

29 |bidem.

%0 |pid., crp. 313.

2% |bidem.
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Ananu3u Baxehux QenepalHuX 3akoHa y MOMJIEAY CHpevaBamba M 3a0paHe T'eHETCKE
JUCKpUMUHALKje Yy 00JacT 3ApaBCTBEHOT OCUTYpama, Koja je Off BEIMKOr 3Hayaja 3a
MEAMIIMHCKOIIPaBHU CTaTyC JHIa 000JeNuX of peTKuX OoyiecTH 300r Tora mro je Behuna
OBHX 0O0JIECTH T€HETCKOT MOpEeKJIa, MPeTXoau AehuHncame oape)eHuX OCHOBHUX IOjMOBA,
Tj. onpehuBame IMOjMOBa TEHETCKE WHGOpManMje, TEHETCKUX YCIyra, M TEHETCKOT
tectupama. [Iporpec y MenuuuHu U OHOJIOTHjU JIOBEO je A0 I0jaBe HOBOI MPUCTYMA Y
Jedyery OoJiecTH KOjU c€ 3aCHMBAa HA WHIMBHIYAIHOM IIPUCTYIY CBaKOM KOPUCHHKY
3paBCTBEHHX YCIIyra U BEJIMKOM 3Hauajy aHaJIu3e CTPYKTYpe T'eHa MojeJiHaIa y MOCTYIKY
NPEBEHIIN]je, TNjarHOCTUKE, U JieUeha pa3InIuTHX O0onecT. ['eH je OCHOBHA jeIMHUIIA KOja
HOCH HacJIeJIHE JbYJCKE OCOOHMHE, a HerOBY XEeMHjCKy rpal)y uMHE JIeIOBU MOJICKYJIapHe

J€30KCUPUOOHYKIIEUHCKE KHUCEIINHE (Z[HK).262

VYKylaH MOTEHIHjall HACIEeIHUX OCOOWHA
(renetckux umHbOpMaIMja) jeAHOT OpraHU3Ma KOjU C€ MPEHOCH Ha MOTOMCTBO Ha3MBa ce
renom.”® T'enemcko mecmupare ce namac ynorpeGibaBa Ha WIECT PA3NMYMTHX HAYHHA,
OJTHOCHO TIOCTOj€ MIECT OOJMKAa TE€HETCKOI TeCTHpama — 1) IMjarHOCTHYKO TECTHpAarhe
(KOpHUCTH ce 3a TecThpame 00JIECHUX JUIa KaKo Ou ce YTBPIWJIO Ja JIH j€ Y3POK OOJeCTH
TCHETCKH); 2) MPEIUKTHUBHO TeCTHpame (IOCTOje JBa 00IHMKA MPEIUKTUBHOT TECTHPAmha —
MPECUMIITOMATHYHO KOJUM C€ yTBphyje Ja JM KOJ IOjeJMHIA, KOJU je Hau3TJeHa 3.IpaB,
noctoju MoryhHOCT ma ce pasBuje oxapehena renercka Oosect y OyayhHocTH U
MPEAUCIIO3UIIMOHAIIHO TECTUPAE KOJUM ce yTBplyje nmpeaucnosuinja Ha oapeheny donect
KOja MOKe, aJli He Mopa Ja HactaHe y OyayhHoctn); 3) Tectupame HocHona (KOjuM ce
yTIBphyje na nuie Koje HeMa HUKaKBe CHUMIITOME OOJIEeCTH IMOceayje HacjleqHe IeHETCKe
MmyTanyje (IpoMeHe) Ha ayToxpoMo3zomy WiH X XpomMo3oMmy. TecTupame ce OOHMYHO
KOPHUCTH KaJia je WiaH MOpoAHIle 000JI€0 01 HEKE FeHETCKe OOJIECTH W j€ 37paB HOCHIIAIL
MaTOTeHUX TeHa, Kao M KaJla YjlaH eTHUYKE WM pacHe Tpyle 3Ha Ja uMma noehane maHnce
3a HacTaHak ojpeheHe OonectH); 4) HmpeHaTaTHO TecTHpame (KOPUCTU Ce€ 3a BpeMe
TpynHohe ga OW ce YTBpAWiIO 3apaBibe (QeTyca); S5) TecTupame Npe HMIUIaHTaIH]e

(KOpUCTH ce MPUIMKOM IN VItro oriojme y NUJby YTBphUBama Ja JIM MOCTOjU TCHETCKU

%2 B Knaju-Tartuh, Emuuku u npasnu nonoxcaj myou Kao cyOjekma GuoMeOuyuHCKUX uCmpaxcusara u
KAUHUYKUX o2ieda, VIHCTUTYT IpylITBEHHX Hayka, LleHTap 3a mpaBHa mcTpakuBama, beorpan, 2012, crp.
221,

2% 1bidem.
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nopemehaj koxm ¢eryca, ako gohe mo wummantanuje. Tectupame omoryhaBa mapy
QITEpPHATUBY NPEHATAIHO] JMjarHo3W I'eHeTCKor mopemehaja W kKacHUju Moryhu mpexkun
TpynHohe); 6) ckeHupame HoBopoheHuaau (KOPUCTH ce 3a UASHTU(UKAIU]Y 0J10j9ad KOJU
nMajy noBehaHe IIaHCe 3a HAacTaHAaK T'CHETCKUX Mopemehaja, unMme ce 00e30ehyje paHo
neuerse).”® V oGnacmu pemxux Gonecmu, cenemcko mecmupare ce KOPHCTH y CBPXY
JIMjarHOCTUKE, 3aTUM Ja OM ce yTBpAWJIO JAa M he JHie pearoBaTH Ha MpPENUCAHY
Tepamnujy, Kao u ja Ou ce oJpeaniia oarorapajyha go3a MeaMKaMeHTa y WJbY CIpeYaBama
HEKEJBCHOT CIIOPEIHOT [ejCTBA IATOT JIeka.?*® ['eHeTCKO TeCTHpame M aHAIN3a JbYICKHX
reHa, OJHOCHO MH(pOpMaIKja 0 TEHETCKOM CTaTyCy Y IHUJbY NPEBCHIIM]E, TUjarHOCTUKE U
Jederha 00JIeCTH MMa MO3UTHBAH eeKaT 1Mo 3/paBJibe IOjeANHAIA, ATA YE€CTO JOCTYITHOCT
reHercke HHpOpMaIje NpeAcTaBba MOTyhH ITUCKPUMHUHATOPCKH OCHOB, IMOCEOHO Yy

®o yemy he

0GIIACTH 37PAaBCTBEHOT OCHTYpPamba, ATH M Y 00JIACTH 3aIolUbaBamba i paja,’
OWTH BHIIE peur y AETy KOjH CIeNH, a OJHOCH Ce Ha PaJHONPABHU CTATYC JIMIA 000X
on perkux Oosectn. 300r TOra, aHTHUAMCKPUMHHATOPCKUM 3aKOHOJABCTBOM DPa3BHUjCHE
3emibe, ykibyuyjyhu u Cjenumene Amepuuke JlpkaBe, Npyxkajy AOAATHY 3alITUTY
OCHOBHMM JbYACKMM BPEIHOCTHMA, Kao IITO j€ JbYJCKO JOCTOjaHCTBHO, IPUBATHOCT,
noBepsbMBOCT  onpehenux — wmHpopMmammja,  TenecHH ~— mHTerpurer.  Jlamac  je
onmrenpuxBaheHo Ja TeHeTcka HMH(opMaluja uMa jeAUHCTBEHE KapaKTepUCTHKE U
nocebaH 3Hay4aj ¥ J1a HUJe ped O MOJMY KOJU j€ CHHOHUM 32 MEAUITUHCKY HH(popMaunjy.267
[TocebHOCT TeHeTcke MH(pOpMalMje orjiefja ce y TOMe Jla OHa, mopel HHpopmaiuja o
TPEHYTHOM 3/pPaBCTBEHOM CTamYy, Aaje MHpopMaujy u o OyayhuM pusnunuma 1o 31paBibe
MOjeIMHIIA Tl U WIAHOBA HHETOBE noponnue.268 3akoH 0 3a0paHu JUCKPUMHUHAIIHM]E Ha
ocHoBy renerckux uapopmanuja (2008) CAl-a nebunuiiie eenemcky ungopmayujy, v o
TUM TI0JMOM I0/Ipa3yMeBa MHPOPMALIM]y O TEHETCKOM TECTY MOje[HHIa, HHPOPMaLHjy O

TCHCTCKOM TCECTY YJaHa HOpoAune, U MHIOUJACHIY oL[peljeHe OoJylecTH WU nopeMehaja y

%45.C. Riba, ,, TheUse of Genetic Information in Health Insurance: Who will be helped, who will be harmed
and possible long-term effects,* Review of Law and Social Justice, Vol. 16:2, 2007, ctp. 471-472.
265 | Dale Halsey, ,,The Genetic Information Nondiscrimination Act (GINA): What it Means for Your Patients
nad Families,” The Online Journal of Issues in Nursing, Vol.14, No.2, 2009, ctp. 2/8.
266 i
Ibidem.
27 Ibidem.
2%8 Ihidem.

88



nopoauiid TojenuHna (T3B. ucropwja Oonectu moponuie). I[lopen Tora, reHeTcka
uH(pOopMaIlMja y CMHUCIy OBOT 3aKOHa je W mH(opmamuja 0 OMI0 KOM 3aXTEBY IOjeIHHIIA
WIN YIaHa MOPOJUIE 32 TEHETCKHM ycilyrama Wid HHpOopMaluja 0 BUXOBOM ydemihy y
KIIMHUYKOM HMCTPaXHBalky KOj€ YKJbydyje I'€HETCKe ycnyre.269 3akoH, Takohe, oapehyje
10jaM 2eHemcKux yciyea ToJ KOjuMa MOApa3yMeBa MeHETCKO TECTUPAE W/WIIN TeHETCKO
caBeTOBame. | €HETCKO CaBeTOBamE YKJbYydyje N00Hjame, TyMauemhe W/WIH TPOLEHY
reHeTcke WHpopmanuje. 3akoH O  3a0paHH JIUCKPUMHUHAIIMjEe Ha OCHOBY TI'€HETCKUX
nnpopmarnuja (2008) nmocedHO neduHMIIE U TI0jaM ,,eeHemcKku mecm ‘* KOju MoApasyMeBa
aHaM3y JbYJACKHX TIeHa, XpOMO30Ma, NMPOTEWHa, WM MeTaboim3Ma paau yTBphuBama
TeHOTHIIA TI0jeIMHIIa, OJHOCHO YTBphHBama Ja JIM JIMIE WMa jeHYy WIA BHILIE MyTaluja

270
(mpomeHa) Ha reHuMa UM XpOMO30MHUMa.

[IpBu denepamHu 3aKOH KOjU je caapkao oJpende KojuMa c€ INTUTH NPUBATHOCT
NOjeIMHIIA, OXHOCHO HH(OpMalHja O HErOBOM MEIMIMHCKOM CTaTyCy MU KOjUM ce
cnpeuaBa HeoBiantheHa ynorpeba u 06jaB/bUBakEe MEAUIIMHCKUX HHPOpMaIHja je 3aKOH O

' u3 1996. romune. Oaj

IPEHOCHBOCTH M OJTOBOPHOCTH Y 3IPABCTBEHOM OCHTYPAmby>’
3akoH, Takole, je U MPBH 3aKOH KOjU CIpevaBa TUCKPUMHUHAIHM]Y Ha OCHOBY T'€HETCKHX
uHpopMalMja, Ha HAYMH KOJU IMOJpa3yMeBa OIpaHUYEHE YINOTpede TI'eHEeTCKUX
uHpopMalrja NPUIKKOM oJpehrBama MpemMuja OCUTypama, Kao U IPUIMKOM ofpehuBama
NoJI0OHOCTH TojenuHIa Ja Oyle 3ApaBCTBEHO OCUIYypaH MPEKO IPYHNHUX 3APaBCTBEHUX
I1aHoBa. 3Hayaj 3aKOHa O MPEHOCHUBOCTH U OJATOBOPHOCTH Yy 3/IPaBCTBEHOM OCHUTYpamby
(1996) Benuku je jep ce mo MpBH MyT, 3a0pamyje TpeTHUpambe reHeTCKe HHPOopMaLrje Kao
npemxooHo nocmojehez cmara (eHr. preexisting condition) xoje omoryhyje ocurypasauy
Jla UCKJbYYHM TAaKBO CTame W3 TMOKpHha y MOCTYNKY OMIy4YMBama O 3aCHHBAKY OJHOCA
OCHUTypara MPEKO TPYIMHUX 3/IPaBCTBEHUX manosa.” "2 Takolhe, 3akon npensuba, y ciydajy

ocurypama MnpeKo IrpynHux 3JpaBCTBCHUX IIJIAHOBA, Ja C€ TAKBUM ININIAHOBHMA HE MOKC

MNpeaABUACTU [a 300r TEHETCKE I/IH(I)OpMaLII/IjC HJIN 3paBCTBCHOI' CTATyCa, TpaXKUJIALL

29 Ipidem.

2% Ibidem.

2 Health Insurance Portability and Accountability Act, Public Law No. 104-191, Avg. 21, 1996.
22 K, Setoyama, op.Cit., ctp. 140.
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OCHTYpar-a He HCITyHhaBa YCIOBE 33 3aCHHBAFC OJHOCA TPYIHOT OcHryparma.’’> IToper
TOTa, OCUTypaBaud HE MOTy Ja mpenBuje Behu M3HOC TpeMHja OCHTypara Ha OCHOBY
nH(popMalMja 0 TEHETCKOM CTaTyCy IOjeAMHIlA, Y OJHOCY Ha TpeMHje Koje cy Beh
npeznBul)eHe ,,[UIAHOM 32 OCTAJIe OCHTYPaHHKE KOjU Ce HAlla3e Y CIIMYHOM IOJoXKajy. '
Nnak, 3aK0oH 0 MPEHOCHBOCTH U OATOBOPHOCTU Yy 3APaBCTBEHOM ocurypamy (1996) ne
00e30ehyje MOTHyHy 3alITUTY OCUTYpaHWKa OJf TUCKPUMHHAIHM]E HA OCHOBY T€HETCKUX
uHpOpMaIlja U OCTaBJba JOCTA NMPaBHUX Ipa3HUHA, YAME 3alITUTA OCTaje JCIMMUYHA H
HETOTIYHa. 3aKOH He 3a0pamyje OCHUTypaBauMMa Jia 3aXTEBajy I€HETCKO TECTUPAE, KAo
YCJIOB 32 3aCHHBAIE OCUTYpama MPEKO 3APAaBCTBEHUX IUIAHOBA, IITO 3HAYM J]a TPAKUOILY
ocHrypama Moxe na Oyae on0ujeHo ocurypame Wiu HamlaheHa Beha mpemuja yKOJIHUKO

275 .
Takohe, 3akoH He 3abpamyje Kopullheme TEeHETCKe

0/10Mje TEHETCKO TECTUPAE.
uH(popMalldje TPUIMKOM IpolieHe M Kkiacudukanuje (akropa pusuka U yTBphuBama
pU3HKa OCHUTypama, OJHOCHO OH He 3a0pamyje ocurypaBaunMa Tmpenasuhame Behux
peMHuja OCHIypama, WM HCKIbYYeHhe OApe)eHNX pU3HMKa W3 OCUTypama 3a LelIy TPyIy
Tpaxkoua ocurypama.’’° Moryhe je 1a IpylHH 31paBCTBEHH ILIAHOBH Y3UMAjy y OO3Hp
TeHEeTCKYy HMH(OpMaIujy jeJHOTr 4WiaHa TpyIe, jeHOT OCHTYpaHHWKAa U Jla Ha OCHOBY e
nosehajy nmpemuje ocurypama 3a 1eiy rpymny. Poxuressu 300r Tora MOry J1a OQyCTaHy OX
TEHETCKOI TecTHpama paau yrBphuBama reHeTckux nopemehaja geryca, Kako Taj TECT HE
O6u 6mo yrnoTpeOJbeH 3a MOoJu3ame MPeMHja OCUTYpama WM Yak 3a of0ujame ojapeheHux

2T Y1 wa xpajy, 3aKOH ce He OJHOCH Ha

KOPUCTH M3 OCUTypama (TpaBa U3 OCHTYparba).
WHAWBHUAYAIIHO OCHTypame Beh camo Ha 00JHKe TPYIMHOT OCUTYpama MPeKo 3pPaBCTBEHUX
TUTAaHOBA TOCITIOJABIA, MITO 3HAYM Ja 32 OHE OCHTYPAaHHKE KOjU CYy OCHUTYpaHH IIPEKO
WHIUBUIYAIHUX OOJIMKa OCHUTypama, WKW 3a He3arocieHe Huje obe30ehena HukakBa
3AIITUTA O]l TeHETCKe JUCKpuMuHaIje.” > Ha Taj HauuH, BEIMKHI €0 CTAHOBHUIITBA 3aKOH

ocTaBJba 0e€3 3allITUTS, OOJHOCHO 3a 14,5 MUJIMOHA aMEpUKaHala KOjI/I Cy 3ApPaBCTBCHO

OCUrypaHi HHIAUBHUAYAJIHO, 4@ HC IPEKO IPYIMHUX 3APaBCTBECHUX ILIAHOBA, OCUTypaBadyu

23 Ibidem.

2" Ibidem.

2’5 |, Dale Halsey, op. cit., ctp. 8.
2% Ibidem.

27T K, Setoyama, op.cit., ctp. 142.
%8 Ipid., ctp. 142.
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MOTY Jla KOPHCTE HUXOBE I'eHeTCKe HHGopMaije Kao OCHOB 3a HarutahmBame Behmx

279 o
Tako, Ha mpuMep, YKOJIHMKO >XCHa Koja je

npeMuja WM 3a OJ0Ujae OCHTypama.
OCUTYpaHa MPEKO MHIUBUAYATHOT OCHTypama, yU4eCTBYje Y TCHETCKOM TECTUPAKY y KOME
ce YTBPIIM JIa je OHa 3/IpaBH HOCHJIAI] OOJIECTH CPIIACTHUX henuja, leH OCUrypaBad MOXKe Ja
IOPUCTYIU pe3yATaThMa HEHOT TEeHETCKOI TECTHpama, M Ja UCKIbYYd M3 OCHIypamba
3/IpaBCTBEHY 3AIlITUTY 32 BpEeMe pr;[Hohe.ZBO YKONIHMKO je OBa jKeHa jOIll M TPUITATHUIIA
cpelmbe Kiace, oHa Huje moaoOHa 3a Medicaid, kao jaBHy MpeKy COIMjaliHEe 3aIITUTE, TE
ocTaje Ge3 OCHryparba 3a IIPEHaTaIHy Hery.”>- ICTO TaKo, 32 HEOCHTYPaHe MOjeHHIE KOjU
KeJle /1a Ce OCUTYpPajy MPeKO MHIUBUAYaTHHX OOJHMKa OCHTypama, 3aKOH He IpeaBuha
HUKAaKBY 3allTUTY, T€ OCHIypaBaud MOTYy Ja TPHUCTYNEC HUXOBUM  TE€HETCKUM
uH(popMalijama U 1a oadujy ocurypame. Ha npumep, y ciydajy TpyaHe KeHe KO Koje je
NPEHETATHUM TeHETCKMM TecToM yTBpheHo ga he ce mweHa 0eba poauTH ca TeHETCKUM
nopemehajeM, ocurypaBad Moke Ja OJ0Hje J1a OCHTrypa 66:6y.282 [Topen tora, 3akoH He
onpehyje mojam reHeTcke WHQpOpMAIMjE, MTO OTEkKaBa YTBPHUBAKE Ja JU je JONUIO JIO

oBpejie oapenda 3aKoHa.

QenepanHi 3aKOH KOjU j€ Ha CBeOOyXBaTaH HA4yMH pETyiaucao 3a0paHy TeHETCKe
JUCKpUMHUHALIM]E Y 3APAaBCTBEHOM OCUTYpamy aJld U LIMpe, y 00JacTH 3arolljbaBamka U Ha
paly, U KOjU je JOHEeT ca LMJbeM OTKJIamama HEeJO0CTaTaka M INpa3HWHA 3aKkoHa O
MPEHOCUBOCTH M OJITOBOPHOCTH Y 3APaBCTBEHOM ocurypamy (1996) je 3akoH o 3abpanu
JMCKPUMHHAIA]E HAa OCHOBY TeHeTckux mH(opMarmja’® w3 2008. rogmme. 3akoH ce
cacToju M3 [Ba JieJa — MpBU J€0 KOjU caApku onapende o 3a0paHH TeHETCKe
JUCKpUMHUHALIMjE€ Yy 3/paBCTBEHOM OCHUTYpamy M JAPYrM KOjU c€ OJHOCH Ha 3alpaHy
TeHETCKe JUCKPUMHHAIM]e TIPIIINKOM 3aIl0lbaBamka M Ha paxy. 3a pa3jiuKy o] 3aKoHa U3
1996. ronune, oBaj 3aKOH JNaje TMpenu3Hy AePUHUIIM]Y TeHETCKe WHdopmaluje, anu u
TeHETCKUX yCIyra, Kao ¥ TeHeTCKOT TECTHPama. 3aKOH Ce OJTHOCH KaKO Ha OOJIHMKE TPYIHOT

S3APABCTBCHOI' OCUTYpakba IIPCKO 3APaBCTBCHUX IUIAHOBA MOCJIOJaBalla TaKO W Ha

9 |pid., crp. 141.

280 |bid., crp. 141-142.

%8 |hid., crp. 142.

%82 |bidem.

28 Genetic Nondiscrimination Act, Public Law No. 110-223, 2008.
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WH/IMBUYyalIHE OOJMKE OCUTypama YMME C€ LMW 3aIITUTa U Ha OHE OCUTYpaHE IMPEKO
UHAUBUAYyAIHUX oOnuKa ocurypama. OcurypaBaunMa  je 3a0pameHo Kopuliheme
nH(popMaIMja 0 TEHETCKOM CTaTyCy TMOjeIHMHIIAa IPWIMKOM yTBphHBama MogoOHOCTH 3a
3IPAaBCTBEHO OCHUTYpame, Kao M 3axTeBame HHPoOpMalja O pe3yiTaTiMa TIeHETCKOT
TECTHpama OCUTYPaHUMKAa alli M 3axTeBame Ja Ce I0jeluHall MOJBPrHE T'eHETCKOM
Tectuparby.”®* OcurypaBaun He Mory na KopucTe MH(OPMAIje O TEHETCKOM CTaTyCy
OCHUT'ypaHUKa KOjH j€ YYeCTBOBAO Yy M€HETHMYKOM KJIMHUYKOM HCTPAKUBAY 3a OJI0Mjame
ocurypama uiau 3a HamnahuBame Behux mpemwuja. Ca npyre crpane, 3akoH O 3abpaHu
JTUCKPUMHHAIIM]E Ha OCHOBY TeHeTckux uH(popMmaiuja (2008) He crnpedaBa MEIUIIUHCKE
MOCJICHUKE (3/[PABCTBCHE PAJHHKE) JIa MPENopyUYe TCHETCKO TECTUPARLE MAIUjCHTUMA, U He
OJIHOCH C€ Ha Ta4yHO oJipel)eHO reHeTCKO TecTHpame Wik TpeTMaH Beh Bayku 3a cBe OOJIHKe
reHeTckor Tectupama. Ocurypasajyhe opranusaiiyje npuinkoM yTBphuBama MoJ00HOCTH
3a OCHTypame WM NPWIMKOM YTBphHBama MpeMuja KoJ OOHOBE OCHIypama Y3uMajy y
003Wp TPEHYTHH 31PaBCTBEHHU CTATYC MojenuHIa (HeMaHu(pecToBaHO TeHETCKO omTehemne),
OJITHOCHO 3aKoH 00e30ehyje 3amTuTy reHeTcKUX MH(OopMalija MmojeIuHIa U He OJHOCH ce
Ha OHE KOJ Kojux je Beh momwio g0 mMaHudecranuje 6omectu.’® Takohe, ogHOCH ce camo
Ha 3aIITUTY TEHETCKUX MH(OpMaIrja y 001acTH 3paBCTBEHOT OCUTYpamba, HE M Y 00JIaCTH
KHBOTHOT HIIH OCHTYparba HHBaTHanTera.”® He 0JHOCH Ce Ha NMPHIAJHAKE BOjCKE MM HA
patHe BeTepaHe.zg7 3akoH 0 3a0paHu JUCKPUMMHAIIM]E HA OCHOBY I'€HETCKUX MH(pOpMaIHja
u3 2008. ronuHe cMmatpa ce ,,npBoM N0ebOM HOB02 6eKd O 2pahancKum npasuma* Koja
00e30ehyje 3amTuTy uH(DOpMalMja O TEHETCKOM CTaTycy TIojeauHana y o01acTu
3IpaBCTBEHOT OCHUTypama o0J Moryhe 3moymorpebe M Koja TMOCHENlyje Y4eCTBOBAaE
MOjeIMHALlA Y TeHETCKOM TECTUPamky W T€HETCKOM HCTPaXHBAWKY Y €pPH T3B. TEHOMHUYKE

288
OIHOCHO MEPCOHAIN30BAHC MCANLIUHC.

284 5.C. Riba, op. cit., ctp. 481.

285 . Dale Halsey, op. cit., ctp. 3.

2% Ipidem.

7 Ibidem.

288 |, Slaughter, ,,Genetic Information Non-Discrimination Act, Essay,* Harvard Journal on Legislation, Vol.
50,2013, ctp. 41.
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Jlo ycBajama 3akoHa O 3a0paHu MUCKPUMUHAIM]E HA OCHOBY I'€HETCKMX HWH(popMaIuja
(2008), mojenuHu ayTopu Cy TyMaudwid ojapeade 3aKoHa O JUIMMa ca WHBAIHIUTETOM U3
1990. roguae y cMmucily 3a0paHe TEHETCKEe NUCKpPUMHUHAIMje y 00JacTh 37paBCTBEHOT
OCHTYypama, IITO je MOTBpheHo M cyackoMm omiaykoM y ciaydajy Winslow v. IDS Life

Insurance Co.?°

Haume, neo tpehm 3akoHa o JuimMMa ca MHBAIMIUTETOM IpeaBuha na:
,HUKO HE MOXX€ OWTH JUCKPUMHUHHUCAH N0 OCHOBY WMHBAJIUTHUTETAa Y MYHOM U jETHAKOM
MpaBy Ha y)KHBame 100apa, yciyra, IpUBWIETH]a, TOTOJHOCTH WIIM CMEITaja y OUiIo K0joj
jaBHO] MHCTUTYLHJH OJ CTPaHE OHOI' KO IOCeayje, M03ajMJbyje WU PYKOBOJHM HEKOM
MHCTHTYLHjOM o jaBHOr wmHTepeca.’’ Ocurypasajyie opraHmsaummje Cy CcMaTpaHe
UHCTUTYLIMjaMa O ,,jaBHOr uHTepeca.” Y cimydajy Winslow v. IDS Life Insurance Co.
OxpyHU CyI je yTBpJUO Ja C€ 3aKOHCKH TEPMHUH ,,MHCTUTYIM]j€ OJ jaBHOT 3Hadaja“ He
OrpaHMuYaBa CcaMO Ha 3[pPaBCTBEHE YCTAaHOBE M HAIIao Ja oOJ0ujame TYKEHOT -
ocHurypaBajyhe opranusainmje 1a 3acHyje OJHOC OCUTYyparma M0 OCHOBY MHBAIHIUTETA 300T
MEHTAJTHOT CTamba TYXHOIA MPEICTaB/hba ITUCKPUMHUHAIM]Y HAa OCHOBY HHBAJIHIUTETA
CaHKIIMOHHMCAaHY 3aKOHOM O JIMIMMa Ca UHBAJIUIUTETOM (1990).291 3aKOH HITUTHU MOjeANHIIE
KOjU Cy TUCKPUMHUHHUCAHU [0 OCHOBY MHBanuaurteTa. [lojam ,,uHBanuauTeT" neduHucaH je
3aKOHOM U OJTHOCH C€ Ha TI0jeIUHIIE KOju uMajy 1) (pM3uUKo Wi MeHTaIHo omTeheme koje
orpaHvyaBa y Behoj WM MamO] MEpH HUXOBE JKHBOTHE AaKTHBHOCTH; 2) MOCENLY]Y
MEAMIMHCKY JOKYMEHTAIUjy KOoja yKa3yje Ha (pU3MYKO WM MEHTaJIHO owTehewe; nin 3)
Ha OHE 3a KOje ce cMaTpa Ja MMajy Takso omreheme.?*? Mako ce y 3aKOHCKOM TEKCTy He
MOMHE TMCKPUMUHAIIHM]a Ha OCHOBY T'€HETCKMX ocoOuHa (cBojcTBa), Komucuja 3a jennake
nrance y 3amnonubaBamy (enr. Equal Employment Opportunity Commission) tymauehwu
3aKoH O JUIMMa ca WHBATUIUTETOM 3ay3elia je CTaHOBUINTE Ja Tpeha aeduHUIIM]a
WHBaJIUIWUTETa ,,CMaTpa ce€ Ja TOocToju omreheme ykbydyje U CaHKIMOHHIIE
JMCKPUMHHALM]y HA OCHOBY IeHETCKHX MH(poOpMammja moBesaHy ca Gomectuma.’”® Mnak,

ayTOpH KOJU 3aCTyIajy OBaKBO CTAHOBHIITE CJIaXy CE Ja OBaj 3aKOH Mpyka MOCpPEaHy, U

289 K. Setoyama, op.cit., ctp. 143.
2 Ipidem.
% idem.
22 N. Lee Jones, Genetic discrimination: Legal Issues Relating to Discrimination and Privacy, Report for
ggngress, Congressional Research Service,The Libary of Congress, 2001, ctp. 7.
Ibid., cp. 8.
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J0CTa OTpPAaHWYEHY 3alITUTy Yy OOJACTH ceHemcke OUCKpUMUHAYUje Noge3aHe ca
UHBAIUOUMEMOM Y 30PABCMBEHOM OCULYPAbY™ " jep JOMyINTa OCHTypaBadhMa 1a ,,00H]y
ocurypame, oJ01ujy OOHOBY OCUTypama, OrpaHHuYe CyMy OCUTypama, OOMM WM BPCTY
nokpuha, unu ga Hamigare Behy npemujy ocurypamwa 3a UCTO Nokpuhe u3 pasziora
3aCHOBAHUX Ha ,,YBPCTUM TPEHYTHUM CTamHMa WM Ha TOcTojeheM aocagamimeM WM
AHTHLMIMPAHOM HUCKycTBY.“> HaBomu ce, 3a mpuMep, cilydaj 6yaylux poauTesba Koju cy
IFeHETCKUM TECTHpameM YTBPIWIM J1a Cy 3]IpaBM HOCHOLM MATOJOUIKMX IeHa, U Koju he
6utn 3amTheHu o]l JUCKpUMHUHALIMjE Yy 3[[PaBCTBEHOM OCUIypamy Ha OCHOBY ojpenada
3akona o jmnuMa ca wmHBamuauteroMm (1990) w3 paszmora mro ,,cTaTyc HOCHOIA® HUjE
NpeJBUANBY TPOIIAK jep Koa Hocwomna nehe Hukaga nohu no manudecranuje O60IeCTH.
Mehyrum, 3akoH Hehe copeunTH ocurypaBada Ja oa0HMje Ja OCHIypa HUXOBO
noromereo.?*® Takole, ocUrypaBad MoOXe J1a oj0uje, y OBOM cCiyd4ajy, mokpuhe xeHe y
BpeMe TpyaHohe koje he moBesatm ca ,,IpeNBUAMBUM CKYIIUM KOMIUIMKAaIlHjama
(TpomkoBrMa).” 3akoH o ymnuMa ca uHBamUAHTeToM (1990) He 00e30ehyje 3amrury
OHHMA KOjH Cy OCUT'ypaHM IPEKO HEKOT MHIMBUIYaJTHOT 00JIMKa 3paBCTBEHOI OCUTypamba,
Il ¥ OHHMMA KOJU Cy OCHUTYPAaHU IPEKO IPYNHUX 3IPAaBCTBEHMX IUIAHOBA IOCIOAABLA
YKOJIHKO je ped O MOCIOaBIly KOji 3aromubaBa Mame og 15 mma.?®’ Ca mpyre crpane,
BeNMHCKO je CTaHOBMINTE, IITO je moTBpheHo m omnykama BpxosHor cyma CjeanmeHHX
Awmepuukux JlpxkaBa na 3akoH o auiuma ca uaBanuauteToM (1990) He mokpusa, 6apem He
JUPEKTHO, JUCKPUMHUHAIM]Y Ha OCHOBY TI'€HETCKMX MH(pOpMalHja OJHOCHO T€HETCKOT
cTaryca MojeuHIIa, allu 1a y ojpeheHnM ciryyajeBuMa, oJipe1oe 3aKoHa MOTY Jla ce TyMmade
Ha HA4YMH J]a C€ OJIHOCE Ha TayHO ojpelheHH reHeTckH nopemehaj, kao M Ja Jocajalimba
CyJICKa Ipakca yKa3yje Ha Jako MHIAMBUAYAJIHHU (TMOjeJUHAYHU) NpUCTyn BpXxoBHOr cyna
CA/l-a mpuIMKOM TyMauema IlTa ce cMaTpa MHBAIMAUTETOM, a LITa HE, Y CMHUCIY 3aKOHa
o muimMa ca uaBanuauTeToM (1990). IlpBa oanmyka BpxoBHor cyzaa rae je cy1 pacinpaBibao
0 TOME KOj€ CTame ce cMarpa ,,AHBATUIUTETOM ® Y CMUCITY OJpea0u 3aKoHa O JHUIMMa ca

uaBanuaureToM (1990) jecre ciyduaj Bragdon v. Abbot u3z 1998. romune rae je 3ybap

2% |, Slaughter, op. cit., ctp. 47.
2% K. Setoyama, op.cit., ctp. 143.
2% |pid., crp. 144.

27 Ibidem.
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onbuo ma neuyn nune koje je mHbuuupano XMB wHpekuujom BaH OonHHIE. Y OBOM
CIIy4ajy, CyI je YITBpauo aa acumnmomamcxka XUB unghexyuja Tyxuona jecte ,,pusudko
omreheme’ Koje OUTHO YrpokaBa HEroBe )KMBOTHE aKTUBHOCTHU Yy MOIJIETY PEIPOIyKIHUje
u tume XMB uHbeKnujy npoTymMmadyno Kao ,,AHBATUAUTET y CMHUCIY OApen0u 3akoHa O
JIMLUMA Ca MHBAIHINTETOM. " Mehytum, y nBe cyacke omnyke u3 1999. ronune (Sutton v.
United Airlines u Murphy v. United Parcel Service, Inc.), BpxoBHu cyx je Hacympot
npeTxoaHoj omnyuu u3 1998. nedwunucao ,mHBaymMmuTeT mojaszehu ,,01 mepa (JIEKOBH,
MEIUIIMHCKA TIoMarajga) KojuMa ce yOmaxaBajy omrehema KoJ IOjeauHIa... W 3a
nepuHUCAbe WHBATMIUTETa KOPUCTHO MpBY AepuHMIM]y 3akoHa — ,,GU3MYKO WIH
MeHTaTHO omTeheme Koje OMTHO OrpaHWyYaBa jeAHY WIJIM BHUIIE TJIABHUX >KUBOTHUX
AaKTUBHOCTH TMOjeMHLA™ TAe je y oOpa3ioxemy mpecyne MocedOHO HCTakao - ,,0MTHO
orpaHnuaBa’ HaryiamaBajyhu Ja ce OHa TymMauu y MPE3eHTY, OJHOCHO ,,3aXTeBa ce Ja je
JULE Yy MOM MPEeHYMKY, He NOMEHYUJaIHO Ul XUNOMEMUYKU OUMHO O2PAHUYEHO Y
o0aBJpamy TIIIaBHUX XKMBOTHHX aKTUBHOCTH, M J]a CE CaMO TAaKBO CTambe MOXE CMaTpaTH
MHBAJIMIUTETOM Y CMUCITY OZpeiOH 3aKOHa O JIHIMMa ca MHBaIMauTeToM.” Ilopes Tora,
y caydajy Sutton v. United Airlines cyx je Tpehy nebuHuImjy HHBATHIUTETA ,,cCMAMPA ce
0a uma owmehere , Koja je panuje on crpane Komucuje 3a jeqHake ImaHce Y
3amonubaBamby KOpHIINEeHAa 3a OIpaBlIamke CTAHOBUINTA Ja 3aKOoH O JHIHMa ca
unBanuaureToM (1990) 3abpamyje U reHeTCKY TUCKPUMHUHALIM]Y, TPOTyMadno Ha cieaehu
HauuH —,[I0CTOje JIBa cilydaja KaJga ce Mooice cmampamu Ja JHULEe uMa olreheme u
UHBAIUAUTET 1) ocurypaBau MOTPELIHO Bepyje JAa Juie uMma Gusnuko omTeheme Koje
OuTHO orpaHnyaBa y Behoj WM Mawkb0j MEPU HEroBe KUBOTHE aKTUBHOCTH U 2) OCUTypaBay
MOTPEITHO Bepyje Ja TpeHyTHo omreheme OMTHO orpannyaBa y Behoj WM Mamo0] MepH
xuBoTHe akTBHOCTH.“* [IpH TOMe je HCTAKHYTO M TO 1a je 3a ojpehuBarme 1a u Jmie
UMa HWHBAIUIUTET KJbYYHO YTBPAUTH ,,OMTHO OrpaHHueHme” XHUBOTHUX AKTUBHOCTH. Y
JIUTEepaTypH, BENHHCKO je CTaHOBMILTE Ja 3aKOH O JuiuMa ca uHanuaurerom (1990) e
006e30ehyje wm 006e30ehyje camo y oapeheHHMM cllydajeBUMa MHUHHMAJIHY 3allITUTy O

T'CHCTCKC ILI/ICKpI/IMI/IHaLII/IjC Y 3ApaBCTBCHOM OCUTYpaAlby, TC l1a CC 3allITUTA Y OBOj obOmactu

2% N. Lee Jones, op. cit., ctp. 10.
2% Ipidem.
3% Ihidem.
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OCTBapyje myTeM 3aKkoHa O 3a0paHu ITUCKPUMHUHAIIM]E HA OCHOBY I€HETCKUX WH(pOpMaIrja
301 .

(2008).”"" 3a pa3iuKy Of TCHETCKE TUCKpUMHUHAIMjE Y 00J1aCTH 3IpaBCTBEHOT OCUTypamba,

cMmarpa ce ga 3akoH o junuMa ca uHBanuauretoM (1990) mma oapehenu 3Hayaj 3a

2

Cy30Hjame reHeTCKe TUCKPUMUHAIM]e Y 00JIaCTH 3arolljbaBama U pazla,30 0 yemy he ouTH

BUIIIE PEYH Y [Ty KOJU CIIE/H.

[Topen 3akoHa o 3a0paHM JUCKpUMHUHAILIMjE€ HA OCHOBY T'eHETCKUX mH(popmanuja u3 2008.
rOJIMHE O] 3HaYaja 3a Cy30Hjame TeHeTCKe JUCKPUMHUHALIN]E Y 3IPABCTBEHOM OCUTYpamy je
3aKOH O 3AIITUTH MalMjeHaTa U MPYXKaby nere®® u3 2010. romuue. 3akoH MpeAcTaBsba
OCHOB peopmMe aMepUyKOr CUCTeMa 3/IPAaBCTBEHE 3allITUTE MPEAY3eTOr 3a BpeMe MaHJaTa
npenceannka bapaka O0ame, Koju je TOHET ca IubeM o0e30ehermha MpucTyra KBaIuTeTHO]
3/IpaBCTBEHO] 3aIlITUTH, Kao U 00e30eljema 31paBCcTBEHOT ocuTypama 3a 94% Amepurkanana
U YKJbY4eHa mTo Beher Opoja HEOCHTYpaHHX JIMIA Y TIpOrpaMe jaBHUX, alld M MPUBATHUX
obnuka ocurypama. OCHOBHU IpaBiu pedopMe AePUHHCAHU Cy 3aKOHOM U MOJECIHEHH Y
JIEBET JENOoBa, KOjU YMHE 3aKOH Y HEroBOM CaJpKHHCKOM cmuchny - 1. KBamurteTHa,
MOTOJIHA 3/PAaBCTBEHA 3alITUTa 3a cBe AMmepukare; 2. Yjora jaBHHX mporpama; 3.
Yuanpeheme kBanuTeTa 1 epUKaCHOCTH y 3ApaBcTBY; 4. [IpeBeHIMja XpOHUYHUX 0OJIeCTH
U yHampehewme jaBHOT 3[paBjha; S. 3apaBCTBEHa 3alITHTa  3amocleHux; O.
TpaHcmapeHTHOCT Tporpama 3alliTUTe 3/IpaBiba; 7. YHampehewme MpucTyna MHOBATUBHUM
MeTUIIMHCKUM Tepanujama; 8. ConujanHa momoh W mojapmika 3ajeanuie; 9. Oapende o
npeaBuheHrM cpefcTBMMa 3a peanu3aivjy. [IpBu eo je U Haj3HA4YajHUJU ¥ HOCHU HA3UB
,»KBaJIMTETHA, TIOTOJIHA 37JPaBCTBEHA 3allITHTA 32 CBE AMEpHKaHIEe” y KOME je HCTAaKHYT
b peopme — TpaHchopmanMja cUCTeMa 3IPaBCTBEHE 3allITUTE paau oOyxBara IITO
Beher Opoja rpahana, u rze je NpPeACTaB/bEH OCHOBHM HAYWH 3a OCTBapHUBame IUjba a
3aCHUBA C€ HA MPUHYUNY NoOembeHe 002080pHocmu (IpkaBe U TojeauHIia). OCHOBHU
eIeMEeHTH pedopMe OJHOCE Cc€ Ha CHUCTEeMCKY pedopMy TpKUIITa 3APaBCTBEHOT
OCHTypama, TJeé ce Kao LWJb IOCTaB/ba Cy30Wjame NUCKPUMHUHATOPCKE Ipakce Koja

nporcTrye U3 moctojehux oapenba o mpeTxoaHOM cramy (eHr. pre-existing condition), a

%01 K, Setoyama, op.cit., ctp. 146.
2 Ipidem.
303 patient Protection and Affordable Care Act, Public Law No. 111-148, May 1, 2010.
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KOja ce HIMPOKO KOPHUCTH Kao OCHOB 32 UCKJby4eHe olpeheHux Jmna u3 374paBCTBEHOT
ocurypama. Onpenda je moceOHO 3HAYajHA 3a JIMIA KOja Cy MOTEHIMjAIHO JInla oboena
O]l PETKHX, HACICTHUX OOJIECTH jep ce OBHM 3aKOHOM, 32 Pa3jMKy OJ 3aKoHa O 3a0paHu
JUCKpUMHUHAIIMjEe Ha OCHOBY reHerckux mHdpopmanuja (2008), 3axTeBa o1 ocurypaBaua ja
ocurypameM oOyxBaTe M HOKpPHjy U NPETXOJHA CTama, OJHOCHO M T€HETCKE NpPOMEHE.
OcurypaBaunMa ce 3a0pamyje oa0HWjame oOcurypama wid oapehuBame mpemuja
3aCHOBAaHUX HAa MEIUIIMHCKOM CTaTyCy, 3JIpaBCTBEHOM CTaly, HCKYCTBCHHM YHE-CHHIIAMA,
TeHETCKUM HMH(OpMaliijamMa, Wik Ha APYTHM 3IpaBCTBEHUM (1)au<TopI/1Mat.304 [Ipemuje he ce
onpehuBaTu mpeMa CTPYKTypH TOPOIUIlE, reorpadckoj peruju, KOH3yMHpamy [HATapeTa,
yuemhy y mporpamMmMa TpOMOLje 3paBiba, Kao M IpeMa ToaWHaMa kuBota.>>> ITopen
Tora, 3aKkoH 3a0pamyje OCHUrypaBaunuMa Ja y TOHY)EHMM 3paBCTBEHUM ILIAaHOBHMA
Hamehy TOIMIIBE JIMMUTE 3a HCIUIATy CyME OCHUTypama Yy Cly4ajy HacTylama
ocurypasajyher norahaja, u omoryhaBa cBoj menu na Oyay MOKpPHBEHA 3paBCTBEHUM
OCHUTYPameM POJUTEJba JI0 HaBpIIeHE 26. TOAMHE JKUBOTA, IITO j€ TTOCEOHO 3HAYAjHO 3a
MOPOJIUILIE ca JEIOM Koja cy o0oliena o/ peTke 00JIeCTH Koja je y3pOKOBaia WHBAJIUAUTET
(¢u3nuku w/unm mentanuu). [locebHO je 3HauajHa oapenda MO KOjOj CYy OCUTYypaBauu y
o0aBe3u J1a MOKPHjy U OCUTYpameM 00yXBaTe M T'€HETCKE TeCTOBE MPETOpyUYeHe O] CTpaHe
denepanine Ynpase 3a 37paBJjbe U yCIyre, YKbydyjyhu U CKpUHHHT HOBOpolh)eHua, 1To je
HEJ0CTaTaK 3aKoHa O 3a0paHu JUCKPUMHUHAIIM]E€ HAa OCHOBY TE€HETCKHUX HHQOpMaiuja
(2008). Mehyrum, u 3akoH O 3alITUTH MauWjeHata U npyxamwy Here (2010) uma
HeJlocTaTak jep He mpenBuba mokpuhe 3a TPOIIKOBE JIeUeHa y CIydyajy Aa T€HETCKO

TeCTHUpamke HOBOpOheHe ietie (CKpUHUHT) J1a IO3UTUBHE pesynTaTe.306

3npaBcTBeHa peopMa ce 3aCHUBA Ha 00aBe3u (enepalHuX JpkKaBa Ja JIOHECY npocpame
ocueypara (enr. American Health Benefit Exchange) koju he omoryhuTtu Heocurypanum
NOjeIMHIIMMA U TOCJIO/IaBIMa KOJU HUCY Y MOTYNHOCTH J1a CBOjUM 3aIlOCI€HUMA TOHY/AE
yHO Mokpuhe 3/IpaBCTBEHOT OCUTYpama J1a 1001jy OCUrypame (MaJii MOCIIOIaBIH). Y CIIOB

Jla TIOjeTMHINA 00Uy KPEIUT AprKaBa 3a 37paBCTBEHO ocurypame n3 Exchange mporpama

%04 The Patient Protection and Affordable Care Act, Detailed Summary, Responsible Reform for the Middle
Class, ctp. 2, mocrymHo Ha: http://www.dpc.senate.gov/healthreformbill/healthbill04.pdf

*% Ipidem.

3% Ihidem.
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jecTe 1a je ped o IMIMMa Koja HHCY MOTOHA 32 OCUTYPamke MPEKO 3PAaBCTBEHUX ITUIAHOBA
NoCcjoAaBala WM HEKOr JPYror jaBHOT MporpamMa ocurypama. OBako IOCTaBJHEHO
3IPaBCTBEHO OCHUTYpambe€ 3aCHUBA C€ HA TPUHIMIYY TMOJE/bEHE OJrOBOPHOCTH, TIC
NojeIMHAIl y4ecTByje y mahamy ocurypama y 3aBUCHOCTH O]l BEJIMYMHE CBOjUX MPUXO/A
Koja ce oapelhyje y omHOCY Ha M3HOC (hefepaiHe TpaHUIE CHPOMAIITBA, JOK CE OCTaTak
00e30ehyje u3 kpenaura Koju My Jqojelbyje apxasa nmpeko Exchange nporpama. @enepaine
IpxaBe cy ciio0oiHe y moriieny oapehuBama ocHosHux nianosa 30pascmeenoe ocucyparsa
(30pascmeenux nianosa), y oksupy Exchange mporpama, Te miaHoBH ocUTypama MOTY Jia
ce pasnukyjy mehy deneparHum apxaBama y 3aBHCHOCTH Off FbMXOBE €KOHOMCKE CHare,
IITO MOJKE J1a JIOBEJIE /10 pasjiiKa y HOBoMMa mMokpuha u cymama ocurypama. denepanna
yIpaBa 3a 37paBJbe U yciyre npenasuiaeia je 10 moryhHocTH y onpehuBamy mapkepa 3a
BUCHHY TOKpHha y 3/[paBCTBEHOM OCHTypamy 3a OHE KOju Cy ocurypanu npexo Exchange
nporpama, y 3aBHCHOCTH O 3ApPABCTBEHOT IIaHA KOjU je ApxkaBa m3abpana. OcHoBa
JP’KaBHOT 3]JPaBCTBEHOI IUTAHA MOXE OWTH HAjoOyXBaTHUJU IUIAH OJ TPU 3APaBCTBEHA
IUIaHA JIOCTYIHA Ha TPXHINTY rpylna Majlux OCHrypaBada; OWJIO KOju Ol TpH HajBeha
3[paBCTBEHA IUIaHA TMocjiojaBana y denepanHoj AOpkaBu; Ouilo Koju on Tpu HajBeha
3IpaBCTBEHA IUIaHa (eepalHuX IMOCIogaBana; WiIM HajoOyXBaTHMUjU IUIAaH KOjHU Ha
TPXKUIITY HYJle KOMEpLIMjajJHe MPUBaTHE OpPTraHu3allije KOoje MOCIy]y y Ap’KaBU. YKOJIHUKO
Jp>kaBa He ojlabepe HUjeaaH o1 MoHyheHnx, OHJla ce 32 OCHOBHHU 3/IPAaBCTBEHU IUIaH y3UMa
HajoOYXBAaTHUjU IUIaH KOJU Ha TPXKUIUTY HyZAE Majiu ocurypasaud. Moryhnoct npeasuhena
3aKOHOM Jia JjpXaBe OMpajy MoJieN 3/IpaBCTBEHOr IJIaHa oMoryhasa aa oHe u3abepy IuiaH
KOjU TIpy’ka HajMame mHokpuha M HajMamy cymy ocurypama. [lopen Tora, 3akoH He
npeaBuha moceOHO OCUTYypame 3a JIely 000JIeNy OJ1 PETKUX, HACIeAHUX O0JEeCTH, Kao U 3a

neny poheny ca ypoheHuM MeTaOoIMUKMM OosecTUMa (cbeHI/IJIKeTOHypI/Ij21)307 Wi ca

7 . . . . .
%7 dennnkeroHypHja je Metabomuka GolecT Koja Hactaje 36or mopemehiaja y OKCHIALM]H AMHHOKHCEITHHE

¢bennnanma y tHpo3uH. To je mpBa OonecT Ko&I Koje je jacHO yTBphena Besa m3Mmel)y HacneheHor
o6uoxemujckor nmopemehaja u Mmentanne 3aocraioctu (Folling, 1934) u mpBa Gomect U3 Te Kareropuje 3a Kojy
je orkpuBeHa MoryhHocT neuema aujerom (Bickel, 1954), a u mpBa 3a kojy je u3palheHo mabopaTopujcko
HCIIUTHBAE 32 CHCTEMATCKO OTKpHMBame (CKPUHUT) Y 11e0j HOBOpoheHaukoj momynandju (Guthrie, 1963).
Ob6onene ocobe Cy MEHTAIHO 3a0CTajle, Na KOeUIMjeHT HHTSINTeHIIMje HeJleueHe Jene nana of oko 100 y
MPBHUM HeJejbaMa )KUBOTa Ha okO 40 M HIDKE y y3pacTy Of JBE IO TPH TOJWHE W JaJbe Ce OJIp)KaBa HA TOM
HUBOY. PaHa nujarHosa je Moryha y mpBUX HEKOJIMKO JIaHA )KHBOTAa MEPECHEM KOHIICHTpaIije (eHIIalaHHHA
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ypemujckuM curapomoM (er. urea cycle disorders) 36or yera sieueme OBe ByTHEpaOUITHE
KaTeropyuje maiujeHaTa HHje MOKPHBEHO, IITO je jeIHa OJ IMIABHUX 3aMEpKH 3aKoHa O

3aIITUTHA TAlMjeHaTa W TpYyXamy Here (2010),308

y3umajyhu y 003up UYHMBCHHILY Ja
Cjenumene Amepuuke [[pkaBe ox 1983. rogumHe mMmajy moceOHY peryjaTUBY y 00JacTH

pPETKUX OOJIeCTH.

3aKkOoH O 3alITHTH NanujeHara u npyxamwy Here (2010) npensubha u obaBe3y denepannux
JprKaBa Jia IIMPe YCIOBE 3a MOoA0OHOCT rpaljaHa 3a jaBHHM mporpam ocurypama Medicaid,
Kako Ou 00yXBaTWUJIM U OHE Ca HUCKUM MPUXOUMa U OMOTyhIin CBOj A€LH, POIUTEIbUMA U
aJIoJIeCIICHTHMA KOjU paHuje Hucy Ommn obyxBahenu mporpamom Medicaid, a koju umajy
nopoanyHe npuxoje 10 133 % wm3Hoca Koju oxaroBapa (eaepaiHoj TpaHUIM CHPOMAIITBA
JIa TO HOCTaHy.309 [MpenBuheno je ma he ce 3a mepuon ox 2014. mo 2016. rogmnae w3
denepanmnor Oyyera o6e30enutu 100% mokpumha 3a 3IpaBCTBEHO OCHTYpame OBE HOBE

310

KaTeropuje OCUTYpaHHKa. [Topen Ttora, mpenBuheHo je yHampeheme KkBanuTeTa U

eq)I/IKaCHOCTI/I CUCTCMaA 3APAaBCTBCHC 3allITUTC 3a CBC, a4 MoceOHOo 3a OHE OCUTr'ypaHe€ IMPEKO

jaBaux mporpama Medicare n Medicaid.*"

YerBpTH 1€0 3aKOHA ,,[IpeBeHIIMja XPOHUUIHIX
Oonectu u yHanpeheme jaBHOT 37paBiba’™ 3HAUajaH je 3a JuIa 00oJena o1 peTKuX 00ecTu
jep cy perke Oonectd, y BehuHH ciydajeBa XpoHMYHE OOJIECTH YMjU MPOrPECUBHU TOK je
Moryhe crpeynTn, a y HEKMM CIy4ajeBUMa M OTKJIIOHWUTH, YKOJIMKO j€ pa3BUjeH CHCTEM
npeBeHnje Oosiectu. 3akoHOM je mpeaBuleHo dopmupame DoHma 3a NPEBEHIU]Y H

MHBECTUIMje Yy 0OJacTu jaBHOT 3]IpaBJba, KOJU CE€ 3aCHMBA Ha JaBHO-IIPUBATHOM

y KpBU CBakoM HoOBopoheHoM zerery. To je mpBa HacieaHa Meraboiyka OOJIECT Y KOjOj Ce OrpaHMYEeHHM
yHOCOM (heHMIaJaHMHa XPaHOM MOXKE YTHLATH Ha eKclpecHjy (eHWIKeTOHypuuHor reHa. [losjoBuHa
HeneueHe nenie aoxuBu 20 ronuHa, Tpehunua 30 rogmna. OcuMm nudHe W mopoaudHe Hecpehe Ta nema cy
BEJIMKK TEpeT MOPOJHWLM W JPYIITBY. PaHO OTKpMBEHa M aJeKBAaTHO JieYeHAa MMajy OJUIMYHY IPOTHO3Y.
AnekBaTHa JMjeTa]Ha Tepallyja JIOBOIH 0 HOPMAJIHOT IICHXOMOTOPHOT pa3Boja y OYEKHBAHOM Y3pacTy M HU
10 YeMy ce He Pa3jIuKyjy Of 3[paBux Bpimaka. D. Mardesi¢, op.cit., ctp.144.

%08 Healthcare Reform Law Benefits Children with Genetic Diseases: Despite Laws Benefits, many questions
about coverage remain, American Journal of Medical Genetics, Part A, Vol. 158A, Issue 10, 2012, ctp. Viii-
iX, joctymnHo Ha: http://onlinelibrary.wiley.com/doi/10.1002/ajmg.a.35676/pdf

%09 The Patient Protection and Affordable Care Act, Detailed Summary, op. cit., ctp. 3.

*1 Ibidem.

3 hidem.
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napraepctBy.’? Harmamen je  3Hadaj eIyKaroHe KaMIlambe y [isby noBeharma cBeCTH 0
notpeOu Beher aHraxxoBamay 00JIACTH IPOMOBHUCAkA 3/IpaBiba M MpeBEHIINje 00JIeCTH, Kao
U pa3Boj NEPCOHAIM30BaHUX IPEBEHTUBHUX IulaHoBa. [lopen Tora, mpeasuheHo je u
noBehame 00MMa 3aIlITUTE 3a OHE KOJH CY OCHTYPaHH MPEKo jaBHOr mporpama Medicaid
Tako Jia ocurypameM Oyny oOyxBaheHe W TNpPEBEHTHUBHE 3PAaBCTBEHE YCIyTe, 3aTHM
UMYHHU3aIMja OJpacinX, Ka0 M CaBeTOBame M (hapMmakoTepamuja TPYyAHULA Y IPOLECY
ocTaBJbama nurapeta. [loceban 3Ha4aj je 1aT MPOMOLIMjH 31paBJba HA MECTUMA paja, Ie je
npeasuheno dopmupame Hammonamne komucuje koja he yrBpautu mnocrojehm KBaauTeT
3/IpaBCTBEHE 3aIITUTE HA MECTUMA PaJia, KaKko OM WX yCKIJIaAuia ca morpedama 3armocieHuXx.
[IpenBuhene cy u denepanHe noHamuje koje he omoryhutu dopmupame Ip:KaBHHX
napTHepcTaBa y o00JacTH IUIaHUpamka M pPa3Boja CTpaTerdja 3alTHTE 31paBiba |

313 :
Iletn neo 3akona nocsehen JC€ 3alTUTH 3ApaBJba U 6636G,Z[HOCTI/I

0e30eIHOCTH Ha pafy.
Ha pajy, OJJHOCHO 3JIPABCTBEHO] 3aIITUTH 3aIOCIICHUX, TJIe ¢ 0Xpadpyjy aKTHBHOCTH Ha
yBohery HOBHX CcaBpeMeHUX O0HMKa 00yKa M elyKallija 3aloCiIeHUX U3 00JacTH 3allTHTe
3MpaBJba U 0e30eqHOCTH Ha paay, y3 MoceOHO HarjallaBame 3Hauyaja MpeBeHIje OOIeCTH,

314
Kao nu 06}’1(6 Juna ¢ca MHBAJIMJIUTCTOM.

3aKOH O 3alITUTH TNanujeHata u npyxamwy Here u3 2010. roguHe MoXke ce cMaTpaTd
3aKOHOM KOjU TMoBehaBa 0OMM 3alITHTE W IIUPH KPYr 3alITMhEeHUX JHIa, T€ OTKIama
HeJocTaTKe JMOepaHOr Mojiea 3[JpaBCTBEHE 3allTUTE YUME CE€ 0Baj Mojed NpubIMKaBa
CHCTEeMHMa 3[paBCTBEHE 3alITUTE 3eMajba 3amagHe EBpome.  JlocTymHOCT 3amTute
31paBiba 00e30ehyje ce ceum rpahanuma CAJl-a, anu u moceOHOj KaTeropHju MaiyjeHara,
OJTHOCHO JIMIIMMa KOja MMajy MpeIucHo3ulujy na obosne nim cy Beh obonena oa peTkux,
TEeHETCKUX 00JIECTH, YUME Ce HacTaBJba Ipoliec 3anouet 1983. rogune goHOIIEHEM 3aK0Ha
0 ,,opdan* nekoBuma, U 3akoHa o petkuMm Oonectuma 2002. rogune. Oba 3akoHa (3aKoH O
»OphaH“ sekoBuMa U 3aKOH O peTKUM OojecTuMa) caMoO IOCPEAHO PETYJIHIIY
MEIMIIMHCKONIPABHU CTaTycC JHIa 00OJIeTMX OJl peTKHX OoyiecTd Tako IMTO 00e30ehyjy

JIOCTYITHOCT ,,0pdaH* JJ€KOBa Ha TPXKHUIITY, Ka0 U JTIOCTYMHOCT pedepeHTHUX yCTaHOBA 3a

312 |pid., crp. 6.
33 1bid., ctp. 7.
14 |bidem.
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Jeyeme peTKux OosectH, 0e€3 perynucama cmeapHe OOCMYNHOCMU JIEKOBA U
JMjarHOCTUYKHUX Cpe/AcTaBa oOOJeNNM JIMIMMa, YUME c€ Ta o00JacT MPEeHOCH Ha
3PaBCTBEHO OocHrypame. [loHomemeM 3akoHa O 3aIITHTH IMalfjeHaTa U NpYyXKamby Here
(2010), omoryhaBa ce W JnunKMMa OOOJIETUM OJf PETKUX, HACJICIHHUX OO0JIECTH J1a OOHjy
KBAJIUTETHY HETY M JIEUCHE MPEKO 3/IPaBCTBEHOI OCHTypama Koje UM, 1o oapeadama oBOT
3akoHa, Hehe OuTh yckpaheHo wim mpexkoMepHO HamiaheHo 300r HBUXOBOT T'€HETCKOT
cTaTyca ImoBe3aHor ca ojapeheHoM petkom Oonemrhy. Ilopen tora, ocurypamem he Outu
o0yxBaheH U CKpUHUHT CBE HOBOpOheHe Jele, mTo he oMoryhuTH Ja ce cripedyn HacTaHaK
onpeheHnx peTkux OOJNeCTH, Ma 4YaKk M Ja C€ Yy MHOTIYHOCTH EIMMHHHUILY CHUMIITOMH
OnmaroBpeMeHHM YKJbydHBameM Tepanuje. JloOpa mpeBeHIMja pPETKUX OOJecTH W
JOCTYMHOCT KBAJIWTETHE 3alITHTE 3ApaBiba, omoryhuhe BenukoM Opojy aMIa Koja cy
MOTEHIIMjaJTHO Juia oboena ol peTKuxX 001ecTy, Kao U OHUMa Koju Beh umajy cummnrome,
KOjU C€ MOTy KOHTpoimcatd onaroapajyhom tepamujom, na Oyny axmueHu wiaHosu

opywmeeHe u paowne 3ajeoHuye.

3.1.3 PeryaaTuBay o0JacTu paga
Kako Ou ce nummma oOonenuM oOff peTKHX, HacleqHUX OoyiecTd omoryhuia moTmyHa

UHTETpaIja y pajHy CpPeIuHYy HEOIXOIHO je MPaBHUM HOpMaMma peryjiucatu 3a0paHy
TE€HETCKE JUCKPUMHUHAIIM]E Y 00JIacTH pajaa, Kao U o0e30eauTu oaroapajyhe yciaose paaa
KOjU OJroBapajy cHenuu(uuHUM 30paBCTBEHM moTpedama, Kako He OM JOIIIO JI0
HOrOpIllamka 3paBCTBEHOT CTaka, OJTHOCHO MOTPEOHO j€ PETyINCcaTH BUXOB PaJHONPABHU
cratyc. ¥ CjenumenuMm AmepuukuM [[p>kaBama QepepaaHu 3aKOHU KOJU Cy 3HAYajHHU 3a
Ccy30HMjame TeHETCKEe IUCKPUMHUHAIM]e y OOJacTH 3amoll/baBamba U pajia, U TOCPETHO
3HAYajHU 3a PAJHOINPABHU CTATyC JIMIA OOOJIENIUX OFf PETKUX Oo0JIeCTH jecy 3aKOH O
3a0paHy JOUCKpuMUHaIMje nuna ca wuHBamuauTeTroM (1990), 3akon o 3a0paHu
JMCKpUMHUHAIMje Ha OCHOBY reHerckux uHpopmanuja (2008), xkao u neo 504 3akona o
pexa6HnHTaqun315 (1973). Ilopen Tora, ox 3Ha4aja je u Aeo ceamu [ pahaHckor 3akoHa U3

1964. roquue.

315 Rehabilitation Act, Public Law No. 93-112, September 26, 1973.
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o ycBajama 3akoHa O 3a0paHy NUCKPUMHUHAIMjE HAa OCHOBY I€HETCKHMX HWH(pOpMaiuja
(2008), jemuHM 3aKOH KOjU je Tpykao onpeheHH BHJ 3amITUTE O]l TEHETCKE
JTMCKpUMUHAINje Y 00J1acTH pasia U 3arollbaBamka je 3aKOH O JIMIUMA ca WHBAIUIUTETOM
y Amepunu (1990). 3akon o ymnuma ca uHBaTuAuTeTOM (1990) 3a0pamyje mocioaaBuMa
Ja JTUCKPUMUHHINY JIMIA KOja Tpa)XKe 3alociemhe W 3alociieHa JIMIa Ha OCHOBY
MHBAIMANTETA. 3aKOH CE OJHOCH Ha CBE MOCIIOAABIIE KOjU 3alollJbaBajy MpeKko 15 u Buie
nuia, 06e3 o03Wpa Ha TO Ja JHM C€ pajd O IOCIOJABIMMa Yy jaBHOM WM ITPUBATHOM
cextopy.®® 3abpamena je MCKPUMHHALMjA JMNA CAd HMHBAIMAMTETOM Y IOCTYIKY
aTuTMIpama 3a Mocao, MPUIMKOM 3alollbaBama, HANPEJOBamkha MM MPECTaHKa PagHOT
OIlHOCA, TMPHIMKOM oxapehuBama 3apame, oOyke WIM Ha OCHOBY JApPYrHX YCJIOBa H

317 .
[IpenBuhena je u o6aBe3a MOCIOAaBIA i@ 3alOCIEHOM ca

IpUBWIETHja paja.
WHBaJIUAUTETOM oMmoryhu ,,pasyMHO mpuiarohaBame ycjaoBa U MecTa paja HErOBUM
norpebama“, OHOCHO y IPaHHI[AMa KOjMa ce He HAHOCH ImTeTa mporecy pana.’'® 3akon
HE peryjviie JUPEeKTHO T'eHETCKY MUCKPUMHUHAIM]Y, ajlkl je Yy JIMTepaTypH, 3aCTYIJHEHO
BeNMHCKO CTaHOBHIITE, IITO je TMOTBpheHo u TymaueweM Komucuje 3a jenHake IIaHce y
3anollbaBamy, Ja 3aKOH IMOCPETHO 3a0pamyje TeHETCKY AMCKPUMUHALIN]Y, Y3 jeAUHY
pa3nuky Mmehy ayropuma y morieny Tora 1a Jin c€ HeMaHH()ECTOBAHO T'€HETCKO CTambe
(HECHMIITOMAaTCKO WJIM NPEIUCIOHHpPAHO Ha OOJIeCT) cMarpa ,,MHBAIUIUTETOM™ Ipema
npBoj Wi Tpehoj 3aK0HCKO] AePUHUIUJU MHBAIHUTETA,  OXHOCHO Ja N j€ y nuTamy
»(OU3UUKO WM MEHTalTHO omTeheme Koje OMTHO OorpaHMyaBa jeHY WM BUIIE TJIaBHUX
JKUBOTHMX aKTUBHOCTHU WM ,,CTAalb€ Ha OCHOBY KOTa C€ cMmarpa Ja TakBO olTeheme
noctoju.” denepanna Komucuja 3a jeqHake maHce y 3amonubaBamy jour 1995. rogmne
3ay3ena je craHoBUINTE Ja 3akoH o Jjuiuma ca wuuBanmuaurerom (1990) 3abpamyje

I[I/ICKpI/IMI/IHaI_II/ij 3aIOCJICHUX 3dCHOBAHY Ha (b UXOBUM I'CHCTCKUM CBOjCTBHMa, U T'CHCTCKY

TUCKPUMHUHALIM]Y TIOJBEO TMOJ ,MHBAIUAUTET JneduHUCaH TpehoM 3aKOHCKOM

316 K. Setoyama, op.cit., ctp. 153.

7 Ibidem.

%8 B.R. Gin, ,,Genetic Discrimination: Huntingtons Disease and the American with Disabilities Act,*
Columbia Law Review, Vol. 97:1406, 1997, ctp. 1413.

39AJ. Wong, ,,Distinguishing Speculative and Substantial Risk In the Presymptomatic Job Applicant:
Interpretation of the Americans with Disabilities Act Direct Threat Defence,“47 UCLA Law Review 1135
(1999-2000), ctp. 1141.
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nedunMIMjoM — ,,cMaTpa ce aa omreheme mocrojn.’?’ YV Cmeprumama Komucuje 3a
jeIHaKe IIaHce y 3amnoljbaBamy 3a MoTpede TyMadema 3aKoHa je HaBEeICHO J1a je TOTPEOHO
na Ou smne Owio 3amThheHO 3aKOHOM Ja 3alloCiCHH Ca aCHMMIITOMATCKUM T'€HETCKUM
omTtehemeM JoKake HE caMo Jia je OH ,,cMaTpaH MHBAIUIOM  OJ1 CTpaHe MOoCIoAaBna Beh u
J1a je Ha OCHOBY TOTa M JMCKpuMHHKCAH. 2 Meljyrnm, i mope oBora, 3aKoH IpysKa J0cTa
OrpaHHYCHY 3AIITHUTY OJi TCHETCKE TUCKPUMUHAIM]E, U HE CIIPEYaBa, y CBUM Clly4ajeBUMa,
MOCJIO/IaBIIA J1a 3aXTeBa T'€HETCKO TecTHpame. HanMe, HHAUPEKTHO ce yBoau MoryhHocT
TCHETCKOT TECTHpama Ha MECTHMa pajia, TaKo IITO Ce YCTaHOBJbABAjY ,,TpU (haze pamHOr
oJIHOCA" 3a Koje je JAepuHHCcaH pa3IMYuT MPUCTYI IMOCIOAABIA MEIUIIMHCKIM/TEHETCKUM
uHpopMalrjama 3amocicHux: (asa ammMnupama 3a mocao (enr. pre-employment), dasa
Tpajama nonyze (eur. job offer pendency) u dasa paamor oxroca (enr. employment).’? v
npBoj ¢dasu, ¢asu ammUpama 3a M0cao a IMpe YYHEECHE IOHYJE, IOCIOAABIy HUjE
JI03BOJBCHO J]a TPaXH MOJATKE O 3[APAaBCTBEHOM CTamy JIMIA KOje TPaKH 3arocicHe,
OJTHOCHO J1a 3aXTeBa MEIMIMHCKH IpPErJiell, Ka0 HU IeHETCKO TecTUpame. Y JApyroj ¢aszu
KaJia je Jara MoHy/1a, ajlv JIMIE HUje CTYMUIIO Ha pajl, MOCI0IaBall MOKE YCIOBUTH TIOHYTY
3a TI0cao oAroBapajyhom ,,pernopykoM™ o 3paBCTBEHOM CTamy, KaJa MOXKE 3aXTEBAaTH U
TEHETCKO TecTHpame. > CMaTpa ce Ja IOCIOJaBal, y OBOj (a3, MOXKe 1a 3axXTeBa

. 24
TCCTUpPAKLC Ha owmio KOJ€ MCOAUIIUHCKO CTaH)€.3

HNnak, MEAUIMHCKO TECTUpame Mopa Aa
3aJI0BOJBHM J[Ba yCJOBa: 1) TOCIOAaBal Mopa Jla TECTHpa CBE MOTEHIMjalHE 3arlocieHe
HE3aBUCHO OJ] MHBaIMAUTeTa; 2) Jo0OujeHe MeAuUMHCKe HHpopMamuje (pe3yiTaTta
TeCTHpama) MOpajy Ja Ce 4yBajy OABOjE€HO, Y MOCeOHMM (ajlloBMMa M J1a c€ TPEeTUpajy
HOBepJLHBo.325 Mebhytum, 3aKoH U3pUUUTO HE oJipelyyje Y KOjy CBPXY MOCIIOaBall MOXKE y

0BOj (a3u Ja 3aXTeBa MEIUIIMHCKO/TEHETCKO TeCTUpame, 0K y cMepHullama Komucuje 3a

%20 K. Rotenberg, B. Fuller, M. Rothstein, T. Duster,M.J. Ellis Kahn, R.Cunningham,B.Fine, K.Hudson,
M.King, P.Murphy,G.Swergold, F.Collins, ,,Genetic Information and the Workplace: Legislative Approaches
and Policy Challenges,* Science, Vol. 275, 1997, ctp. 1756.
%21 p_s. Miller, ,,Genetic Discrimination in the Workplace,* Journal of Law, Medicine & Ethic, 26:(1998),
ctp. 191.
%22 J.A. Feldman, R.J. Katz, ,,Genetic Testing & Discrimination in Employment: Recommending a Uniform
Statutary Approach,“ Hofstra Labor and Employment Law Journal, Vol.19, Issue 2, 2013, ctp. 400.
323 H

Ibidem.
318 M. Kaufmann, ,,Genetic Discrimination in the Workplace: An Overview of Existing Protections,* Loyola
University Chicago Law Journal, Vol.139, 1999, ctp. 408.
325 K. Setoyama, op.cit., ctp. 168.
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jelHaKe IIaHCE Y 3alollbaBamby CTOJU ,,Ja MEIMLIMHCKH TPETJICAN CIPOBEICHU HAaKOH
HOHYJIE 3a TI0Ca0 He MOpajy Ja Oy/ay MOBE3aHU ca MOCIOM M YCIOBJbEHH TOTpedama paHor
mecra,“*® mrTo je craHOBHMIITE KOje je y JMTEPATYypH OCTA KPUTHKOBAHO, OJHOCHO
,,JIO3BOJIUTH TEHETCKO TECTHUpPAame KOje HHje MOBE3aHO ca MOCIOM M moTpebama pagHor
MecTa, y Ommo ko0joj (a3m, yBeK BOAM Ka JUCKPUMHUHAIMJH W  Pa3TUIATUM

«327

31oynorpedama. VY 1pehoj da3m, kanma je monyna mpuxBaheHa U Kaja je paaHH OJTHOC

3aCHOBaH, MOCJIO/IaBaI] MOXE Jla 3aXTeBa MEIUIIMHCKH MPETJIC/TECTHPAhE CaMO YKOIUKO
IOKaXKe [ je TaKaB [PeriIel OBE3aH ca MOCIOM | YCIOBJBEH [OTpeGama pajHor MecTa. 2
HecuMnToMcKO TE€HETCKO CcTamke He MOKE Ja YTHUE Ha CIIOCOOHOCT 00aBsbama Mocia, Tako
na he mocomasar Temko Mohu Jja onpas/a reHeTCKO TECTUPAE HAKOH 3aCHUBAba PATHOT
OJIHOCA, IITO 3HA4YM Ja je, y OBOj (asu, 3amociieHo Jmie 3amTHheHO O TEeHETCKOr
TECTHpama W TEHETCKe IUCKpPUMHUHAIMje, npeMa ojpeadama 3akoHa O JMIUMa ca
unBauaureToM y Amepunu (1990). MehytuMm, 3akoH He mpyka 3allTHTy OHUM JIUIAMA
KOja ce Haja3e y MOCTYNKY 3aCHHBama PaJHOr OJHOCA, OJHOCHO HAKOH TOHYJAE a Tpe
3aCHUBamba PAJHOr OJIHOCA KaJla j€ TCHETCKO TECTHPAmE J03BOJBCHO YHMME C€ CTBapajy
YCIIOBH 33 TEHETCKY QMCKpPHMMHAIM]Y. 2> JlaHac je BEHMHCKO CTAHOBHIUTE XA 3aKOH O
TUIUIMa ca unBamaureroM (1990) mnpyxka nocpeony 3awmumy 00 2eHemcke
OucKkpuMuHayuje Ha pady, u Jia ce MpBOM JCPUHUIIN]OM UHBATUAUTETA MOKPHUBA TEHETCKO
cTtame koje je Beh manudecroBaHo, nok ce Tpeha aeduHHIM]a ,,cMaTpa c€ Ja MOCTOJU
omteheme oqHOCH Ha HeMaHU(ECTOBaHAa T'eHEeTCKa CTama yuMe ce 00e30ehyje onpehena
3alITHTa OJ1 TCHETCKE TMCKPUMHUHAIIM]E, C THM Jla TEHETCKAa TUCKPUMHUHAIIM]ja cama Mo ceOu
(per se) Huje mpeaMeT peryircama OBOT 3aKoHa. TepeT mokasuBama (0nus probandi) je na
3arociIeHoM Koju Tpeba Ja gokaxe fa 1) uma omreheme; 2) 1a je nHaue KBAIU(PUKOBaH 3a
JIaTH T0cao; 1 3) /1a je UCKIJbYYEH ca Mocia Wi Ja ¢y My yckpahene oapelene morognoctu

330

HCKJbYYHMBO Ha OCHOBY TOT omtehema,”  IITO Y OCHOBU HUje A00OpO perieme. Y morieny

HeMaHHU(eCcTOBaHOT TeHeTCKor omrTehema (cTama), 3amocieHy Tpeda Ja JoKaxe Ja je OH

326 |hidem.

%21 M. A. Rothstein, ,,Genetic Discrimination in Employment and the Americans Disabilities Act,” 29 Houston
Law Review 23, 55 (1992), ctp. 56.

%28 ).A. Feldman, R.J. Katz, op. cit., ctp. 401.

329 Ihidem.

330 |bid., crp. 402.
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»CMaTpaH Ja uma omrteheme™ o1 cTpaHe MOCIoJaBla M Ja jeé Ha OCHOBY TOra
JUCKPUMUHHKCAH, IITO je TBPba Koja ce y Ipakcu TelKo jaokasyje. [lojenunu ayropu cy y
OPWIOT TBPAKBU Ja 3aKOH IITUTH W JIMIA KOJ KOJUX JOII YBEK HHUje MAOLUIO J0
MaHudecTalje TeHETCKe O0JIeCTH, METOJOM aHajoruje usMmely onapeheHuX peTKux,
reHeTCKuX Oojectu (kao mpumep ysera je XaHTHHrTOHOBa Oonect) u XUB undexunje,
yTIBphUBaIM CIAMYHOCTH y craTycy u3mely nmma obonenux of peTrke XaHTHHITOHOBE
Oosmecth W oOHUX 3apakeHnx XMB-om Ha koje ce ogHOocHM 3akOH O JHUIIMMA ca
uHBanuauTeToM (1990) mro je moTBpheHo U OPOJHUM CYACKHUM OJJTyKaMa y KOjuMa CTOJH
,»Ja cy nuia 3apaxeHa XMB nHpeknujoM — nria ca MHBAIMAUTETOM, jep uMajy omreheme
KOje uX OWTHO orpaHWyaBa y oOaBJbamy IVIABHUX JKMBOTHHX aKTUBHOCTH, IIPE CBEra, ce
MHUCIIH Ha PEIPOLYKTHBHE aKTHBHOCTH.“>>- CTaB CyICKe IpaKce je ja je JHLEe Koje je
uHpunupano XMB-om, 6e3 003upa Ha TO Ja JiK je AOULIO 0 M0jaBe CUMIITOMA, 3alITUheHO
onpendama 3akoHa o ymiuMa ca uHBanuauterom (1990) kao nuie koje uMa ,,TPEHYTHO

omreheme. >3

Perko reHercko 000Jbee XaHTUHITOHOBA OojecT (XaHTMHITOHOBA
X0peja) je TeHeTCKO 000Jbehe HacTaao 300T mpoMeHa (MyTaluja) Ha JOMUHAHTHOM T'eHY,
rae juua noroheHa opoM Oosenthy Hemajy HMKakBe CHUMIITOME CBE JIO CPEIMHE CBOT
KHUBOTHOT Beka, kana m3mely 35. u 40. roanHe XUBOTA J10JIa3U 110 TI0jaBE JEMEHIUje U
HeMOryhHOCTH KOHTpOJ€ MOKpeTa Tena, Aa Ou y mepuony on 15 roguna Oosect
HarpeaoBalia M JoBela J0 TyOuTka nmamhema W HEMOTYhHOCTH TOBOpa, U Ha Kpajy 1o
CMpPTH GoecHuka. > OBy Oonect omnucao je II. Xantunrron 1872. roaune, o0obewme je

334 Tako ce

BpPJIO PETKO — J0Na3u jeAaH OoJlleCHMK Ha 25 Xusbaja CTaHOBHHMKA.
HecumnToMcka XMB nndexnuja u3jeqHauaBa ca HECCUMITOMCKUM T€HETCKHM 000JbEHEM.
MebhyTtum, HejacHohe y moryieny Tora jAa JM je WM HUJe TeHEeTCKa JUCKPUMMHAIN]ja
3a0pameHa 3akOHOM O IMIuMa ca uHBamuauTteTroM y Amepuru (1990) ykiomeHe cy
ycBajamkeM 3aKkoHa O U3MEHaMa M JOoMyHama 3aKOHa O JIMIMMa ca WHBAIUIUTETOM KOjH je

ctynuo Ha cHary 1. janyapa 2009. roaune, T1e ce npeasuha ga ce Jule Koje mMa TeHETCKO

omrtehewme Koje MOXKE IMPOYy3pOKOBaTH 000JbEHE, a KOje HHje TPEHYTHO M IOTIYHO

3L B.R. Gin, op. cit., ctp. 1424,
%32 |pidem.

ey

334 I bidem.
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MaHH(]ECTOBaHO, U Koje je Cy0jeKT AMCKpUMHHALIMjEe M0 TOM OCHOBY CMaTpa JIMIEM ca
MHBAIMIMTETOM Ha KOTa ce IPUMeEmbYjy oapende oBor 3akona.>> ITopex Tora mpommpeHa
je u neduHUIM]a ,,[TABHE )KMBOTHE aKTMBHOCTH ® TaKO J1a YKJbyUyje U ,,[JIaBHE (QYHKIIH]E
Tena“ rae ce yopajajy ,,hyHKIHje IMYHOT CHCTeMa, HOpMajaH pacT henuja, HEYpOJIOIIKeE,
pecnpaTopHe, IIUPKYIATOPHE, CHIOKPUHE, PENPOAYKTUBHE, U PYHKIIH]jE I[peBa, OCIIMKE U
mo3ra.“*** VY Besu ca tum je Komucuja 3a jeqHake IIaHCE y 3aloNUbaBamby y CEITEMOPY
2009. ronune ob6jaBmia M3BemTaj 3a morpede TymMauema 3aKoHa O U3MEHaMa U JOoIyHaMa
3aKoHa o0 JinuMa ca uHBanuautTeroM (2009), rae croju ma 6onect cpractux henuja, koja je
1o neuHUALUjU peTKa Ooiect, ,,moraha GpyHKIHje KPBOTBOPHOT CHCTEMA, T J1a yTHYE Ha
IJIaBHE JKMBOTHE AaKTHMBHOCTH OOOJIEJIOT JIMIa, jep yTW4Ye Ha 00aBJbakbe TEIEeCHUX
q)yHKuI/Ija.“337 3a cy30ujame reHeTcke MUCKpUMHUHANMje, y CIydajeBUMa Kaja jOoIll YBEK
HUje Wik HUKaaa Hehe gohu 1o Manudecranuje 00JecTH, HajBAXKHHUja H3MEHA j& Y MOTIeay

3

oJpehuBama U J0Ka3MBama Ja MOCI0AaBall ,,cMaTpa Ja 3anocieHu uMa omreheme. Ilpe
OBHUX HM3MEHA, 3allOCIEHU je Tpebao Ja JOKaKe Ja IOCIojAaBall CcMarpa Ja OH HMa
»omTeheme Koje ra OUTHO OrpaHMyaBa y BpILICHY IJIaBHUX XKMUBOTHUX akTHMBHOCTH.® Cana
je moTpeOHO JAa 3alociIeHHM caMo JOKaXe Ja HEroB IocjojaBall cMaTpa Ja OH ,.uMa
cTBapHO wiM Moryhe ¢u3muko i MeHTanHO omTeheme m nma je pesynrar Tora
JIMCKPHMUHALMja Hera, Kao 3aloCIeHOT, OJJHOCHO 3aIll0CiIeHH He Tpeba aa Jokasyje Ja ra
MOCJI0/1aBall cMaTpa 3a JIMIE Koje je OMTHO OrpaHMYEHO Yy BpIICHY TJIaBHUX JKUBOTHHX
aKTHBHOCTH. > 3akoH ne(uumie omrehere kao: 1. CBaKH MCHXONOMKH mopemehaj mm
CTambe, KO3METHYKY YHAKa)KEHOCT WJIM aHAaTOMCKHM T'yOMTaK KOju ce oJHoce Ha ciexaehe
CUCTEME: HEYypOJIOIIKH, CKeJIeTHO-MUIIMhHU, pecnupaTopHU (yKJbyuyjyhu u oprase
roBOpa), KapMOBACKYJIAPHHU, PETIPOTYKTUBHH, TUTECTUBHHU, TCHUTO-YPUHAPHU, KPBHH TN
TUM(HU, U eHJOKPUHM; WM 2. CBAaKW MEHTAJIHU WIM MCUXOJOUIKHK nopemehaj, Kao mTo je

MCHTAJIHAa peTaszauI/Ija, OpraHCKHU CUHAPOM MO3Tra, EMOIHMOHAJIHA UJIM MCHTAJIHA 6OJ'ICCT, u

cnenuduyHu nopemehaju y yqu)y.339 VYcBajame 3aKoHa 0 U3MEHaMa U JO0IyHaMa 3aKOHa O

%5 L.A. Vasilchek,“ Genetic Discrimination in the Workplace:Lessons from the Past and Concerns for the
Future,” Saint Louis University Journal of Health Law & Policy, Vol. 3:13, 2009, ctp. 26.

% Ibidem.

%37 1bid., ctp. 27.

%3 Ipidem.

%9 |bid., ctp. 27 — 28.
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munuMa ca uHBanuauteToM y Amepunn (2009) kojuMm Cy OTKIOHKEHE MHOTe HejacHohe,
HEJIOPEUYECHOCTH U Tpa3HUHE MPETXOIHOT 3aKOHA MPATUIIO j€ JOHOIICHE MPBOI 3aKOHA Y
€py TeHOMHYKE MEIHUIIMHE KOjU PETYJIMIIE TeHETCKY TUCKPUMHUHAIM]Y KaKO y O0JIaCTH
paza ¥ 3amolbaBaka TaKo Wy 00JacTH 3PaBCTBEHOT OCUTypama — 3aKoHa O 3a0paHu

JUCKpUMUHAIN]jE Ha OCHOBY T€HETCKUX MH(pOpMaLyja.

3akoH 0 3a0paHu TUCKPHUMHHAIN]E HA OCHOBY T'eHETCKUX mH(popMmaiuja noHer je 21. maja
2008. roguHe Kaja je mOTIUCaH o1 cTpaHe npeaceannka byma (ear. G.W. Bush), a crynumo
je Ha cHary y HoBeMOpy 2009. roxuue.>* 3akon ce cMmartpa ,,lipBOM CaBpPEMEHOM TOBEJHOM
0 JbYACKUM TIpaBUMA™ jep peryjuile noceOHO ocemmusy 001acm Kako Meouyure mako u
npasa, OIHOCHO HWCTpaXWBamke U ynorpedy TreHeTckux wuHpopmanuja u obmact
NPUBATHOCTH M TIOBEPJBUBOCTH MH(OpPMAIIHja O 31PaBCTBEHOM/TEHETCKOM CTaTyCy YOBEKa.
HNudopmanuje o 31paBCTBEHO] UCTOPHjU TIOPOHIIE IOMAXKY y PACBET/haBaby U OTKPHBABY
reHeTcke (HacielHe) ocHoBe Oojectu. I'eHeTcka MCTpakuBama JONpPHHOCE NoBehamy
3HaWa O I0jaBH U pa3Bojy OoyiecTH U €(PEeKTUBHOCTH MeIUKaMEeHaTa U Tepanuja, 0JHOCHO
JIAaHAC C€ PE3YNITAaTH TeHETCKUX UCTPAKMBamba M YCIIyra KOPUCTE Y T3B. MEPCOHATM30BAaHOM
37paBCTBEHOM ympaBlbamy.>’' Ca mpyre CTpaHe, TakBa HCTPRKHBAEKA MOTY HMATH
onpehene mpaBHe MocienuIe, Te MOTy J1a JOBEAY 10 Pa3IMuUTHX 3J0yNoTpeda reHeTCKUX
uHpopMalMja M JI0 TeHEeTCKe AWCKPUMMHAIMjEe JHMIAa KOja YYecTBYjy Y TEHETCKHM
UCTpaXuBamwuMa. [ enemcka ouckpumunayuja,ipeMa 3akoHy O 3a0paHu HUCKpUMHUHAIM]E
Ha OCHOBY reHerckux mHepopmaiyja (2008), 3HaUM pazaIuuUTOCT y TPETMaHy OHHUX JIMIIA
KO/ KOjUX jOII yBEK HHj€ JIOILIO, a MOCTOju MoryhHocT na u Hukaga Hehe nohu 1o
MaHHupecTamje O0oJecTH, aau YUjU TEeHETCKM CKJION yKa3yje Ja Cy Ta JIMla HOCHOIHM
ozpeh)eHnX MaToIOMKUX rena.**? Jlnma KOja TOTEHIMjaTHO MOTY OUTH CyOjJeKTH I€HETCKe
JTMICKpUMUHAIIM]jE Cy JIUIa HOCHOILM T'€Ha KOjU MOJKE JOBECTH JI0 HacTaHKa OOJIECTH, alli
KOjH Cy TPEHYTHO 0€3 CUMITOMA; JIMIa KOjU Cy HOCHOLIM O/ipel)eHnX reHeTCKUX CTama, ajlu

Koja HHKaga Hehe gjoBecTd A0 MaHHdecTanuje OONECTH; IHUIa Cca TEeHETCKUM

0 Ch. Erwin, ,,Legal update: Living with the Genetic Information Nondiscrimination Act, Genetics in
Medicine, Vol. 10, No. 12, 2008, ctp. 869.

%1 What does GINA Mean? A Guide to the Genetic Information Nondiscrimination Act, Coalition for the
Genetic Fairness, ctp. 4, noctymnHo Ha: http://www.geneticfairness.org/ginapublication.pdf

%42 Ch. Erwin, op. cit., ctp. 869.
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nouMopdu3MoM>3a Koju ce 3Ha 1a je moBesaH ca oxpeheHom Gomemhy; ¥ cpoxHHIM
JMIIa 32 KOTa Cce 3Ha WM Ce MPETIOCTaBJba Ja MMa IeHETCKe KapaKTEepPUCTHKE 3a oapeheHe
Gonecru.>* 3akon o 3a0paHu TUCKPUMHHAIIM]E HA OCHOBY reHeTcKuX nHpopmarmja (2008)
JIOHET je ca IIMJbeM IPOMOBHCAaKa Y4YECTBOBama II0jeIMHAIIA U TPyNa y TEHETCKUM
UCTpaXUBAKBUMA, TaKO IITO ,,00e30ehyje myHy 3amTUTy O TeHEeTCKE NUCKPUMUHAIU]E Y
3/IpaBCTBEHOM OCHUTypamy M y 00JlacTu paja u 3anolUbaBama. > 3aKoH je TmojesheH Ha
JIBa Jiena, MPBH, KOjU C€ OJAHOCH Ha 3a0paHy IeHEeTCKe NUCKpPUMUHAIMjE Y 3PaBCTBEHOM
OCUTYpamy, ¥ JPYrd KOjU C€ OJHOCH Ha 3a0paHy I'C€HETCKE TUCKPUMHUHAIM]EC y OOJIACTH
pana u 3amonubaBama. Jpyru aeo 3akoHa, ogesbak 201 — 213, 3abpamyje mocinogaBnuma,
areHIfjaMa 3a 3aIolbaBambe U PaJHUM OTpaHu3aIjaMa Ja JUCKPUMHUHHIINY TOjeMHIIEC Ha
OCHOBY HHXOBHUX TeHeTcKuX nHpopmaumja.>**TlocionaBan He MoXe 1a KOPUCTH TEHETCKE
uHoOpMalFje TOojeMHIIA TIPUIUKOM JIOHOIICHA OJUTyKE O 3alollibaBamky, 0 yHanpehemy,
YCITOBMMA DAJHOT AHTaKOBaFba, O BUCHHH 3apaje WIH O NPECTaHKy pagHor omHoca.>!’
[TocnomaBan,  areHmMje 3a 3alollJbaBarkbe, OpraHW3alWje paja WM OpPraHU3aTOPH
nporpama o0yke HE MOTY OIpaHWYaBaTH, OJIBajaTH HJIM KIACH(HKOBATH 3aIOCIICHE HIIH
YJIAHOBE, WJIM MCTE JIMIIUTH MOTYNHOCTH 3amollbaBaba HA OCHOBY HbHXOBHX T'€HETCKHX
undopmanmja.*® Ilocnonasan, areHnuje 3a 3amouUbaBarbe, OpraHM3alLMje pajga HIA
OpraHM3aTOpH MporpaMa oOyKe HEe MOTy 3axTeBaTH WJIM OTKYOUTH HHpopMaluje o
TeHETCKOM CTaTyCy TOjeJMHIIa WIN YjaHa mkerose rnopoauie. [locnonasar, opranuzamyje
palla WM 3ajeTHHYKHA OJ00p 3a yIpaBJbamkbe pajioM HE MOTY Ja KopHucTe WHpopMalmje o
TCHETCKOM CTaTyCy MOjeIUHIIA MPUINKOM JOHOIICHA OJIYKE Y BE3U Ca 3alollbaBakbeM y

OWJIO0 KOM TpOorpaMmy paJHOT aHTa)KoBama WM ydemha y mporpamy npekBaiuduKaimje

3 Mox mojmom renerckor win JJHK momumopdusma mompasymeBajy ce pasjidke y HACIeTHOM MaTepHujany y
OIIIIITOj MOMYJANKjU Tj. Y Honyaanuju 3apasux Jeyau. P. [Tanosuh, Jb. Jlykosuh, 1. HoBakosuh, M. Cranuh,
B. bymeBauku, C. lIjetuhanun, O. CrojkoBuh, Xymana eenemuxa, ayTopu3zoBaHa CKpUNTa 3a CTyAeHTE |
roauHe, MeauuuHCKH (akynreT, YHUBep3uTeT y beorpany, 2007, ctp. 114.

34T J. Rachinsky, ,,Genetic Testing: Towards a Comprehensive Policy to Prevent Genetic Discrimination in
the Workplace,“ U. Pa. Journal of Labor and Employment Law, Vol. 2:3, 2000, ctp. 580 -581.

5 M.A.Rothstein, ,,Currents in Contemporary Ethics — GINA, and ADA, and Genetic Discrimination in
Employment, Journal of Law, Medicine & Etchics, Health Care, Winter 2008, ctp. 837.

34 Ch. Erwin, op. cit., ctp. 870.

7 Ibidem.

8 Ibidem.
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yKIbyayjyhn u 06yKy 3a pan.>*® Viapyxkema paganuka He MOTY H3GALMTH WIH HCKIbYIHTH H3
YJIAHCTBA WM HA JIPYTd HAYMH JUCKPUMHUHHCATH MOjEIHHIIEC 300T HUXOBUX TCHETCKUX
I/IHtl)opMauI/Ijat.350 MehytuMm, y oapehenum ciydajeBuMa IOCIIO/aBall, OpraHu3alnje paja,
areHIfje 3a 3alollJbaBambe WM OPraHMW3aTOpH IMporpama oOyke MOry jaa nohy y mocen
reHeTckuM mHQopMaljama mojeaunna. To cy ciaydajeBu Kaaa mociioaasarl nohe y mocen
reHeTcKe HHQOopMaIlMje Kao Jejia MEeAUIIMHCKE UCTOPHjE MOjeANHIIA WM YWIaHa MTOPOJIHIIC
npema 3akoHy 0 HopoxuuHOM GosoBamy (enr. Family Medical Leave Act of 1993),%°! kao u
KaJa je reHercka mHpopmalyja jaBHO JOCTYITHA, OCUM YKOJHKO j€ MCTa JIEO MOBEPJHHBE
MEIMIIMHCKE JOKYMEHTAIMje WM JEe0 MOBEPJbHBE CyACKe aoKymeHTamnmje. [locimonasar
MOXE TPaKUTH IHCAHM NPUCTAaHAK 3aroCiIEHOr 3a CHpoBolheme MIporpaMa TEeHETCKOT
CKPMHMHTAa Ha MECTUMa paja 3a nmorpede yrBphuBama OuoONOMKUX edekaTta TOKCHYHUX
MeTepHja Ha MecTUMa pajia U yTBphHBama Mporpama 3aliTuTe 3/[paBiba 1 0€30€HOCTH Ha
pany. Y oBOM cilydajy caMo 3paBCTBEHH PAJHUIM W 3alOCICHH MOTY Aa J1ohy y mocen
WHIMBUIYAIHUM TEHETCKMM HH(OpManujamMa JOK IOCIOAaBall MMa MpaBo na 1no0uje
UHpOpMaIIFje 0 TEHETCKOM CTaTyCy KOJEKTHBA OJJHOCHO CBHX 3allOCIICHHUX 0€3 yJlakKema y

52
Hcto Baxkm m kaxa

WHIMBH/IyaJHE PE3y/ITaTe TEHETCKOT CKPUHHHTA  IOjeIMHIA.”
HOCJIO/IaBall HyA MEAMIMHCKE M T'€HETCKe yclyre ykjbydyjyhu um oHe Koje cy A€o T3B.
wellness mporpama,® y3 obaBesan mucaHK MPUCTAHAK 3aIOCIEHOT 13 %eJIH 1A YUeCTBYje y
nporpaMmy, Kao M Jia je yImo3HaT ca TeHEeTCKUM HH(opMalujama Koje ce Ha Taj HauyuH
npubaBibajy, Iie MOCcIo1aBall MOXKe Jia 1001je KOJIEKTUBHE IeHeTCKe HH(popMalnje 0 CBUM

3arocieHMMa KOjU Cy Y4YeCTBOBAIM Yy TakBOM Iporpamy anu 0Oe3 uHdopmanuja o

9 |pid., crp. 871.

%0 Ibidem.

%51 3akoH 0 nopoauaHOM GosoBamy (1993) npeasuba oGasesy 3a mocnonasue aa obe3dese 3anocieHnma 12
Hezlesba HerutaheHor o/icycTBa 13 oapel)eHrX MOPOANYHIX U 3MPABCTBEHHUX pasiora. Your Rights under the
Family and Medical Leave Act of 1993, noctymHo Ha:
http://www:.yale.edu/hronline/forms/documents/FamilyMedicalLeave Act2.pdf

%2 What does GINA Mean? A Guide to the Genetic Information Nondiscrimination Act, op. cit., ctp. 10.

%3 Wellness mporpamu cy mporpamu Koje OpraHmsyje IMOCIOZABALl M KOjMMa MOJACTHYE 3aIOCIICHE 1a Ce
yKJby4€ Y aKTUBHOCTH Koje he cMamuTH pU3nKe 10 HbuxoBo 3apaBibe. Y CAJl-y 6% KoMIaHHuja ca BHLIE O]
10 000 3anocienux opranuszyje Wellness mnporpame. BehumHa oBHX nporpama ykibydyje MIpPOLECHY
37IpaBCTBEHUX PU3UKA U JaBame MH(OpMaIHja 0 TOPOANYHOj HcTOpHju. Ha mpumep, Ko/ mpoueHe ia Jin Kox
HEKOT II0CTOjM PH3MK O/l HacTaHKa aujadereca tuma Il 3axreBajy ce mHdopmanuje o TeKUHN, BUCHHH, Kao U
Jla JIM je HEKO M3 MOPOJIMIIE 3aociieHor uMao aujaberec tuna II. L.A. Vasilchek, op. cit., ctp. 33.
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TEHETCKOM CTATyCy TOjeMHAIA, OXHOCHO 6e3 muxoBe naeHTHduKammje.> YuecTBoBame
3arocieHor y wellness mporpamuMa je 100poBoJbHO, Mel)yTuM, mocToje ciydajeBH Kaja je
YUECTBOBamkEe 00aBE3aHO Kao JIeO MPOIEHE IMOJAOOHOCTH 3aloCiIeHOT 3a 3IPaBCTBEHO
ocurypame.®® Y Cmepruuama KoMucuje 3a jeHake maHce y 3a0MIbaBaby 33 TYMAuCHe
3akona o jauna ca uHBanuaurerom y Amepunu (1990) croju ,a ce mapruiMnanyja
3anocinenux y wellness mporpamuma cmatpa H00pOBOJEHOM CBE JOK HHUCY mpeaBubeHe
CaHKIIMje 3a 3arocjeHe Koju 0J0U]y Ja YYECTBY]y Y OBUM HpOl"paMI/IMa.“356 [Tocnonasart
MOYKE 3axTeBaTH HH(OpPMAIMjy O I€HETCKOM CTaTyCy 3arlOCICHOT YKOJIHKO ITOCIIOJIaBaIl
MoCITyje Kao OpraH 3a CIpoBoheme 3akoHa Kaga moxke na 3axteBa JIHK tect y cBpxy
KOHTpPOJIC KBaJTUTETa y JiabopaTopHjamMa Wi 3a moTpedbe ¢dopeH3nyke HIeHTUUKAIN]je
MOCMPTHUX OCTaTaka HOje,Z[I/IHLIa.357 Mehytum, uadopmanuje nobujeHe Ha OBaj HAUUH HE
MOy ce KOPUCTUTH 3a YTBphHBarbe ycloBa 3aI0LLbaBamba U pana. > 3akibydyje ce 1a u
3akoH O 3a0paHM IUCKPUMHHAIMjE HA OCHOBY TeHeTckux wuH(opmarmja (2008) He
00e30elyje MoTnyHy 3amTUTy OJ] TeHETCKE TUCKPUMHHAIIM]E U JIa ITOCJIOIABIM MOTY JOhH
y mocea MHPOpMalMjamMa O TEHETCKOM CTaTyCy 3aloCiIeHUX, MOCeOHO, jep 3aKOH He
nperno3Haje, T¢ U He MITUTH O]l MPUCHIHKUX PaJibU MOCoaBaia Koju Mory y ¢dasu mpe
3aCHUBAmba PAaTHOr OJHOCA 3aXTEBAaTH CarjacHOCT JIMIA KOje aliiIupa 3a I1ocao 3a
nobujame nHpOopMaIja U3 MEIUIIMHCKOT KapToHa, y KoMe ce Mory Hahu u uHdopmaiiuje o
TE€HETCKOM CTaTycy.359 Haume, onmespak 102. 3akoHa 0 JMIMMa ca WHBATUIUTETOM Y
Awmepurn  (1990) npensuba na nocnogasai Moxe y (as3u Mpe 3acCHHUBamba PaJHOT OJHOCA
Jla 3axTeBa O] JMIA KOje je aluIMIUpano 3a [0CAa0 CarJlaCHOCT 3a NMPHUCTYI HEroBOM
MEIUIITHCKOM KapTOHY OJHOCHO MEIMIIMHCKO] JOKYMEHTAIH]je, TJe C€ MOCIOIaBIly MIajbe
MOTIyHA MEIUIIMHCKA JOKyMEHTalMja YKJbydyjyhu u reHercke uHdopmanuje. OBO
npezcTaBiba OUTaH HeJocTaTak 3akoHa O 3a0paHu TMCKPUMUHAIIMje HA OCHOBY M€HETCKUX
uHpopmanyja (2008), mTo ykasyje 1a npodaeMu y 3alITUTH IpaBa KOjU Cy MpaTHIN 3aKOH

o jmuiuma ca uHBanuauteToM (1990) Hucy HM OBUM 3aKOHOM OTKIOH-eHH. [lopen Tora,

%4 What does GINA Mean? A Guide to the Genetic Information Nondiscrimination Act, op. cit., ctp. 10.
%5 LA Vasilchek, op. cit., ctp. 33.

%% |hid., ctp. 34.

%7 What does GINA Mean? A Guide to the Genetic Information Nondiscrimination Act, op. cit., ctp. 10.
% Ibidem.

%59 Ch. Erwin, op. cit., ctp. 871.
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3aKoH ce HEe OJHOCH Ha T'CHETCKa CTama Koja cy Beh MaHM(ECTOBaHa, TE 3aMOCICHU KOJI
KOjUX je JIONUIO JI0 IMojaBe 0OJeCTH HUCY 3aluTHheHu oBHM 3akoHOM. llpema M3Bemirajy
Komucuje 3a jenHake maHce y 3amonbaBamy 3a MoTpede TyMadema IpYyror aena 3akoHa o
3a0paHu TMCKpUMHHAIIM]E HA OCHOBY TeHeTcKux nHpopmarmja (2008) cmaTpa ce 1a je Koa
MOjeIMHIIA JONUIO 0 MaHudecTanuje 001ecTH ,,Kaaa JIMIe UMa TUjarHO3y UM CE MOXKE
OTpaBJaHO CMATPATH Ja j€ AMjarHOCTHKOBaHA 00JIeCT, mopemehaj Wiy maToJIoNKO CTamke
0Jl CTpaHe CTPYYHOT 3JPaBCTBEHOr paiHuka. > BomecT ce He cMaTpa MaHH(ECTOBAHOM
YKOJIMKO ,,j¢ JUjarHo3a 3aCHOBaHA HMCKJbYYHMBO Ha T€HETCKMM HHQOpMalujamMa Wid Ha
PE3yITaTy jeHOT HIIM BHIIE TEHETCKHX TECTOBA.“>°" 3aKOH ce NPUMEIbYje Ha MOCIONABLE
Ha KOje c€ OJHOCH M 3aKOH O JuiuMa ca uHBamuauteroM y Amepunu (1990), kao u [eo
VII I'pahanckor 3akona u3 1964. rogune, mTO 3HAYM Ja CE HE IMPUMEHYjE Ha MOCIOIABIIC
KOjHU 3alolllJbaBajy Mame O 15 3amocieHuX, a He OJHOCH CE€ W Ha TPUIAJHUKE BOjCKE

Cjenumennx AMEpUIKIX I[p)icalz,a.?’62

VY nuTtepaTypu HE MOCTOjU CarjacHOCT y MOMJIEAY TOra Ja JIU je TeHETCKa JUCKPUMHHAIN]a
canknuonucana Jlenom VII I'pahanckor 3akona w3 1964. rogwHe KojuMm ce 3a0pamyje
JTMCKpUMHUHAINK]ja Y 00JacTh pajia 3aCHOBaHA HA pacH, MOdy, 00ju KOKe, HAa HAIMOHAIHOM
nopekny i Ha pemurnjn.’®® Jleo VII 3ab6pamyje TeHETCKO TECTHpAme Koje Mpeay3iMa
NOjeIMHAYHM  TIOCTIOJABal] Ha TMPHIAJAHUIMMA 3amTuheHe Tpyne WM KOjU BpPIIH
TECTHpame KOj€ JOBOIU JO0 HACTaHKA Pa3IMYMTUX HETAaTHMBHUX yTHUIaja Ha 3amThheHy
rpyny.364 [TocnomaBan Moke Outh cankumoHucan mo ['pahanckom 3akony (1964) 360r
TeHeTCKe JUCKPUMMHAIM]e YKOJIHMKO Cy TeHETCKa CBOjCTBA Be3aHa 3a TayHO oapeheny
3amTuheHy rpymy, Kao Ha MpHUMEp, PETKO ITeHETCKO 00osbeme cpracTux henuja koje ce
Be3yje 3a Adpoamepukaniie uinu petka 6onect Tej — CakcoB CHHIPOM KOjU C€ Be3yje 3a
JeBpeje - Amkenase.*® Ilpema ncrpaxusamimMa, 1 ox 27 10 1 ox 30 JeBpeja Amkenasa

366

cMaTpajy ce HOCHOIIMMa IeHa KOju JloBoJie 10 HacTtaHka Tej - Cakc cuHapoma.” be3

%0 A. Vasilchek, op. cit., crp. 36.

** Ibidem.

%62 What does GINA Mean? A Guide to the Genetic Information Nondiscrimination Act, op. cit., ctp. 10.
%3 LA Vasilchek, op. cit., ctp. 17.

*** Ibidem.

365 K. Setoyama, op.cit., ctp. 147.

%% Ihidem.
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TEHETCKOT TECTHUpama Yy MPOCEKY M0JIa3u jenHo obozeno nuie Ha 3600 HOBOpoheHwamu
mro je 100 myra Bume Hero koj octane mnomymauuje. Hcto Tako, 1 om 600
Adpoamepukanana y Cjenumenum AmepudkuM J[p:kaBama o0onu o 60JECTH CpracTUX
hennja.367 YTBpheHo je u aa je perka OosiecT HNUCTHYHA (GUOpO3a HajydecTanuja KO
npunaaHuka oene pace, OAHOCHO Aa je 1 of mux 25 HOCWIIall NaTOreHUX reHa, Kao U Ja
YUYECTaJIOCT MYyTallMja pa3IMuUTHX T'eHa IUCTUYHE (uOpose Bapupa uaMel)y pasnuaurux
€THUYKHUX Tpyma y OKBUPY IpUNAgHUKA Oerne nonynaunje.368 Nmnak, BehuHcko je
cranoBumte na /leo VII I'pahanckor 3akona u3 1964. roguHe mpyka J10CTa OrpaHUYEHY
3aIITHTY O] TEHETCKE AUCKPUMHHALIM]E y 00JIaCTH pasia v 3arolljbaBama, T€ Ja Ce OAHOCH
Ha 3a0paHy I'eHETCKE MUCKPUMHUHAIMjE W T€HETCKOT TEeCTHpama caMoO YKOJIHMKO oapeheHa
reHeTcKa CBOjCTBAa IIpaTe, OJHOCHO YKOJHMKO Cy TIIOBE3aHa ca IIOJHOM, pPacHOM
TUCKPUMHUHALIMJOM WM JUCKPUMHHAIIMjJOM Ha OCHOBY ©00jeé KOXe, OJHOCHO
JUCKPUMHUHAIIMjOM Ha CTHHYKO] WJIM BEPCKO] OCHOBH, T€ Ja Malud Opoj TEeHETCKUX

CBOjCTAaBa OLrOBapa OBAKBO] KBaTH(HKAIH.

Jluma obosiena o HaBENEHUX PETKUX
0ojecT Tako MOTYy IOCTaTH CyOjeKTH ABOCTpPYKE (M BHUIIECTPYKE) TUCKPUMHUHAIIH]E,
OJHOCHO T'€HETCKEe M IMCKPUMHUHALMje Koja mpatu ojapeheHe eTHHYKe, OZHOCHO pacHe
JPYIITBEHE TPyIe, ITO MPHUITAJHAKE TAKBUX IpyMa JI0JaTHO YHHH ,,palbUBUM ™, TIa 3aXTEBa

JOJIaTHY 3aLUTUTY.

3.1.4 Perke 00JiecTH M HHBAJIMIUTET
Opnpehen 3Hauaj 3a craTyc Juia 000NEIUX O]l PETKUX OOJIECTH MMajy M MPOIUCH KOJU Ce

OJIHOCE Ha MIOMOh M pexaOuiIHuTanyjy JUla ca HHBAIUIUTETOM y KOja C€ YECTO Ha OCHOBY
3IpaBCTBEHOT CTama yopajajy u 000senu o peTkux O0JIeCTH a Koje MpaTh WHBAIUIUTET.
TakaB mporuc TMpeAcTaB/ba, HA MPUMEPY YIOPETHOT MpaBa, 3aKOH O pexaOuIuTaIuju

CjenumeHnx AMepUUKHX [[p)KaBa.370

Peu je 0 3akOHYy KOjH je 3aMEHHO paHHUjU 3aKOH O
npodecHOHaHO] peXaOMIUTAalMju U KOjUM C€ YCTaHOBJbaBajy MporpamMu momohu

denepaHUM JpkaBamMa 3a yciayre mnpodecHoHaTHEe pexaOmiuTanyje, ca TMOCCOHHM

*7 Ibidem.

%% Iidem.

%9 E. Draper, ,,The Screening of America: The Social and Legal Framework of Employers Use of Genetic
Information,* Berkeley Journal of Employment & Labor Law, Vol. 20:286, Issue 2, 1999, ctp. 310.

370 Rehabilitation Act, Public Law 93 — 112, September 26, 1973.
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HATJIaCKOM, Ha YCIIyT€ KOje ce OJHOCE Ha OHE Ca Hajmedicum oOauyuma uHeaiuoumemada,
HITO YKJbYYYje U JUIa 000JeNa 01 peTKUX O0JNIeCTH KOje JOBOJAE 10 MHBAIMAUTETA. 3aKOH
npensuha moBehame QenepamHUX AaBama y CMUCITY (HHAHCHpamka HCTPAKUBAYKHUX H
nporpama o0yke U pexaOWInTaIMje JIUIa ca HHBAIMIUTETOM ca MOCCOHUM HarjlacKoM Ha
unousuoyarnu  npucmyn. Llwb 3akoHa je  ¢dopmynucame ApKABHUX — IJIAHOBA
npodecuoHanHe pexadbunuranyje u yrephusame nocrojehux m Oynyhux norpeba suya ca
Hajmedicum oOIUYUMa uHearuoumema, Kako OM OHU TIOCTAIM JI€O paJHE 3ajeAHUIE U
NYHONIPAaBHH WJIAHOBH JPYINTBA, y3uMmajyhu y 003up, mpeoctamy pagHy CHOCOOHOCT.
[Tpodecnonanna pexabuauTanuja moapazyMmeBa MpuMeHy Mepa Koje oMoryhaajy JmnuMa
ca WHBAIMJIATETOM Ja IOCTaHy Je0 pajHe 3ajeqHUlle U YKbydyjy: 1. yrBphuBame
nocrojehe pajgHe ClIOCOOHOCTH, OJHOCHO THjarHOCTUYKE U JPYyre MOBE3aHe yClyre Kojuma
ce yTBphyje mpeoctasia pajHa CIIOCOOHOCT JIMIIA Ca WHBAIUIAMTETOM; 2. CaBETOBAME,
ycMepaBame, ynyhuBame JTula ca MHBATUAUTETOM 3a KOHKYpHCame Ha oapeheHo pamHo
MECTO IITO MOJIPa3yMeBa M CABETOBAE¢ HAKOH 3aCHUBAA PAJHOT OJIHOCA KaKo O TO JIMIE
3a]pXKajio Mocao; 3. CTPYYHO YyCaBpIIaBamke M OOyKa JMIa ca WHBAIUIAUTETOM KOja
YKJbY4yj€ JTHYHO U MPO(ECHOHAIHO MpUiiarohaBame, JHOCTYIIHOCT CTPYYHE JUTEpaType U
ocTalior MaTepujajia 3a OOyKy, Kao W YyCIyre 4WIaHOBMMa TIOPOJMIE JHMIa ca
MHBAJIMIUTETOM KOjU YYECTBYJy y TakBUM Iporpamuma oOyke; 4. 3JpaBCTBEHE yCIyre
KojuMa ce 1oOoJblllaBa (PU3MYKO M MEHTAJHO CTame JIMIA Ca HWHBAIUMIAUTETOM KOje
YKJbYUYjy, Qi c€ HE OrpaHMyYaBajy, Ha cienehe ycmyre: a) KOpeKTHBHA XHPYpPrHja HIIH
TEpareyTcKo JieYehe HEOMXOJHO 32 yOIakaBame WIN MPOMEHY (H3HYKOT WIIM MEHTAITHOT
CTama KOje IOBOJIM JI0 MHBAJIMIUTETA, AJIM KOj€ j& CTAOMIIHO WJIM YCIIOPEHO MPOTPECUBHO, a
CTBapa TPEHYTHY paJHy HECIIOCOOHOCT 3a KOjy c€ OIpaBIaHO MOXKE OYEeKHBATH Aa he TakBa
WHTEPBEHIMja CMTMMUHHCATH WM TPajHO YKJIOHHUTH;, 0) XOCTHTAIW3alMjy MOBE3aHy ca
XMPYPUIKMM 3aXBaTOM WJIM TOTPEOHMM TPETMAHOM; II) TPOTETHYKA W OPTOMEICKa
CpencTBa; 1) Haodape 3a BHJ W OCTaJe Yyciayre Jjekapa odTamonora; €) IoceOHe
3PAaBCTBEHE YCIYre KOje YKJbYUy]y TpaHCIUIATANM]y W IWjaliu3y, BEIITa4ku OyOper, u
ocTasia IoMaraja HEOoIXOJHa 3a JIeUeHe JIMIA Koja ce Hajaze y mocielnmo]j $hazu 6onectu
OyOpera; u (¢) NMjarHOCTHKA U JIeUYCHe MEHTAJIHUX M EMOLMOHAJIHMUX mopemehaja; 5.

yCIIyre CTaHOBaka W HUCXpaHE TOKOM mpodecuoHanHe pexabmimranuje; 6. yciayre
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npeBohema 3a nuia ca omreheHuM CIyXoM U YCIIyre YnTama 3a OHe ca omrTeheHuM BUIOM;
7. ychmyre perpyToBama U 00yKe JIMIIa ca WHBATHIUTETOM KOjUMa je TpykeHa MoryhHoct
3aloll/baBakba y jaBHUM YCTaHOBaMa 3a pexaOwiuTanujy, y 3ApaBCTBEHHM YCTaHOBaMa,
ycTaHOBaMa jaBHe Oe30eHOCTHM M ycTaHOBaMa 3a crpoBoheme 3akoHa; 8. ycmyre
npodecroHanHe OpHjeHTaIyje 1 pexadminranmje Juna ca omreheHuM BUIOM; 9. JIHIIeHIe
3a pana, CpeAcTBa, ompemMa W IouYeTHa cpexnctBa; 10. yciyre mnpeBo3a JMma ca
WHBAJIMIUTETOM JI0 YCTaHOBE 3a IMpodecuoHaIHy pexadbunutanujy, u 11. ypehaju
TENICKOMYHUKAIM]je, CEH30PHH U APYTU TEXHOJIOIIKU ypehaju u momarana. 3akoH npeasuha
¢denepanny momoh Ap>kaBHUM M MPUBATHUM HENPO(PHUTHUM OpraHM3allMjamMa M areHIjama
y IUIAHUpamky W CHOpPOBOhEHY HCTPAXKHMBAKa M OCTAIMX AaKTUBHOCTH Y TOCTYIKY
npodecroHamHe pexaduiInTalyje JUia ca HHBAIUAUTETOM, Ka0 M MOAPILIKY y TUIAHUPAY
U cripoBohemy 00YKe M OCTAIMX NMOBE3aHUX AKTUBHOCTHU Yy IIMJbY CTPYYHOT yCaBpIIaBamba U
o0yke numa koja Bone mpodecnoHanny pexadbmnuranujy. [Iporpam momohm 3a cTpydHO
ycaBplIaBame U 00YKy JIHIa KOja CIPOBOJIE MPOPECHOHATHY PEeXaOUIUTANN]Y YKIbYUYje
00yKy MEIMIMHCKOT 0co0Jba, OOYKy CaBETHHKA, COLMjAIHUX paJHUKA, IICUXOJIOTa,
dusnoTepaneyra M OCTaIMX KOjU Ha OWIO KOjU HAYMH YYECTBY]y y TOCTYIKY
pexabmnuranyje nuna ca uHBanuaureroM. Jleo 504 3akoHa 0 pexaOMIMTALUjU CallpKu
oapende o 3a0paHu TUCKpUMHUHAIM]E JIMIa ca WHBaTUauTeTOM. [locionaBiuuma U ocTannum
opraHuzaiyjama koje mpumajy ¢uHaHCH]CKYy TomMoh 3a crpoBoheme mporpama oOyke H
pexabunuraije 3a0pambeHO je HUCKJbYYHMBame HIW OA0Hjale TOjeIMHUM JHIMMa ca
MHBAJIMAUTETOM JIa YUECTBY]y y IporpaMrMa oO0yKke M ocTBapyjy mpasa IpejBuljeHa oBUM
3aKoHOM. JIuma ca WHBaIMAMTETOM JAepUHHMCAHA Cy Kao Jula ca (U3MYKUM WK
MEHTAJIHUM oIlTehemrMa Koja OMTHO OrpaHMYaBajy jeHY WJIM BUIIE ITIABHUX KUBOTHHUX
aKTUBHOCTH, IITO je AeUHUIMja cagpKaHa M y 3aKOHY O JIMLUMa ca WHBAIUIUTETOM Y
Awmepunu (1990). Takohe, u nMua Koja UMajy AMjarHo3y WM 3a KOje ce ,,cMaTpa J1a UMajy
omTteheme TakBe BpCTe Cy KBaJM(HKOBaHA KAao JIMIA ca MHBAJHIWTETOM Ha KoOja ce
npuMemyjy ompenée 3akona o pexaGmuuranuji.’’t TaBHe JKMBOTHE AKTHBHOCTH

yKJbY4yjy Opury o cebu, kopuiiheme yyia BHIa, CIyXa, FOBOPA, JAUCakha, TOPHHUX W/HIH

371 Your Rights under Section 504 of the Rehabilitation Act, U.S. Department of Health and Human Services,
Washington,D.C, 20201, June 2006, moctyrHo Ha:
http://www.hhs.gov/ocr/civilrights/resources/factsheets/504.pdf
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JOBHX EKCTPEMHTETa, 00aBJbabe MAHYESNHHX IOCIIOBA, paja W ydema.  ° Ha mpumep,
omTtehemrMa Koja OUTHO OrpaHMYABAjy jeAHY WM BHILIE TIABHUX KUBOTHUX AKTUBHOCTH
YaK ¥ y cy4ajy Kaja ce OHa KOHTPOJIHIY MEIMKaMEHTAMA WM IoMarajiuma cMartpajy ce:
XWB wunbeknuja, aakoxojau3aM, HapKOMaHMja, CICHWIO WU Apyra omTehema BUIA,
KaHIepH, omTehema ciyxa, aujaberec, GonecTH cpua, MeHTamHd mnopemehaju.’”> U3
HABEJCHOT C€ 3aKJbydyje Ja Ce OJ TUCKPUMHUHAIM]E y CMHCITY ojJpenda 3akoHa O
pexabuiuTanuju IMTUTE HW Juna oOosena oJ PETKUX OO0JeCTH Koje JOBOAE 10
WHBAIMANTETa, ald M JIAOA o0oJiea OJf PETKUX OO0JIMKa KaHIepa, PETKUX OoO0IHKa
nujabereca, pPETKHX OOJECTH HEYPOJOMIKOT CHCTEMa KOje JOBOJE 10 MEHTATHHX
nopemehaja, Te 1a cy W OBa JMIAa MOCPETHO JIMIA KOja MMajy MpPaBO Ja YYECTBY]Y Yy
nporpamMuMa o0yke u mpodecuoHanHe pexadwiHuTanuje, OAHOCHO OCTBapyjy IpaBa
npeqBul)eHa OBMM 3aKOHOM, IITO je OJ BEIUKOr 3Hauyaja 3a pEryliucame HHXOBOT
pagHompaBHOr craryca. [lopen tora, geo 504 3akoHa o pexabmiuTanuju 3adpamyje
JUCKPUMUHALIN]Y JIUIA Ca WHBAJUAUTETOM Y TOTJIEAY JOCTYIMHOCTH YCIIyra Koje Mmpyxajy
opranmzanyje koje mnpumajy ¢denepanHy QuHaHcujcKy momoh, IMTO yKJbydyje MHOTE
3[IpaBCTBEHE yCTAHOBE, MEHTAJHE WHCTHUTYIIMjE, YCTAaHOBE 3a OpWUTy O CcTapuma, Kao u
ocTane MHCTHTYIMjE KOje NpyKajy ycayre commjamHe samTute W momohm,®’" wmme ce

3a0pamyje JUCKPUMUHATOPCKO JIETIOBAE Y 00IaCTH 3/IpaBCTBEHE U COIM]aTHE 3aIITUTE.

3.2 CouujajJHONPaBHHU CTATYC JULA 000JI€JTUX O]I PETKUX 00JIeCTH Y

DpaHIYCKO]

®paHIiycka je npBa apkaBa wianuua EBporicke yHuje koje je noHena HanuonanHu miaH 3a
petke Oonectu jom 2004. roauHe, 3HaTHO Tpe ycBajama lIpenopyke EBporcke yHHje y
obOmactu perkux Oonectu (2009) kojom je mpeaBuheHO ycBajambe M UMILIEMEHTaIja
HaIlMOHAJTHUX IUIaHOBA y Jip)KaBama wiaHunama 1o kpaja 2013. rogune. Harponannum

IUTaHOM je mpesBuljeHo a ce 0ojiecTr KBaU(pUKY]y Ka0 peTKe YKOJIUKO noralhajy Mame of

372 1hidem.
373 1bidem.
37 |bidem.
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1 numa wa 2000 JLyI[I/I.375 BpemeHcko Tpajame miaHa OrpaHUYeHO je Ha 4 ToJIuHE Tj. JI0
2008. romuHe Kaja je IUlaH IpecTao Aa BakKu. HakoH Tora, ycieamo je Mepuo]| OLeHe
MOCTUTHYTHX pe3yJiTaTa, OJHOCHO mepuoj eBamyanuje, 1a om dpanmycka 2008. roauHe

yCBOjHJIa IPYTU HAIIMOHAIHH IJIaH 3a peTke 00JecT Koju Baxu 110 kpaja 2014. roausne.

Ipsu nayuonannu nian 3a pemre 6orecmu (2004 — 2008) caapkao je aecer 00IacTu Koje
Cy O3HaueHEe Kao 3HAYajHE 3a peryiucame perkux Oosectu. To cy — moBehame 3HaWA O
eMUIEMHUOIOTHjU (TIOPEKILy) PETKUX OOJEeCTH; npusHare nocebHocmu; WHPOPMHCAHE
nalnujeHaTa, 3JpaBCTBeHUX paJHUKa U jaBHOCTH O PETKUM OOJeCTHMA; eyKaluja U o0yKa
3IPAaBCTBEHUX  paJHMKA,  JOCTYMHOCT M  MPHCTYNAYHOCT  JUjarHOCTUYKHUX
TECTOBA/TEHETCKMX TECTOBA; yHampeheme MpHcTyna ycTaHOBama 3JpaBCTBEHE 3allITUTE,
obe3beheme ,,opdan JIeKOBa; pa3Boj YApPYKEHa IManujeHata o0O0JIeTUX OJf PETKHX
00J1eCTH; TPOMOBHUCAHE UCTPAKMBAHA U MHOBALIMja Y O0JIACTH PETKUX OOJIECTH; pa3BUjarbe
IAPTHEPCTBA HA PETHOHATHOM H HALMOHAIHOM HUBOY. ' ° (DMHAHCHPAEE aKTHBHOCTH 3a
OCTBapeH-¢ 1MJbEeBa MpeaBul)eHO je OylIeToM 3a CBaKy roJlMHy Bakewa IuiaHa. [lnaHom je
npeaBul)EHO J1a Ce MO MCTEKY HEroBOT BaXKEHha M3BPIIM OI[CHA MOCTUTHYTHX pe3yJiiTara, u
Ja ce YTBpOU y KOjUM oOJjacTMMa HHje OCTBApeH Hampenak, Kako OW ce HexocTanu
oTkioHWIN y OynyhHoctu. Kommurer 3a eBanmyaiujy Kora YMHE METUIIMHCKH, MPAaBHU U
€KOHOMCKHM EKCIIEPTH JIOHEO j€ M3BEIITaj O MOCTUTHYTUM pe3yiTaTHMa KOjH je TOJHEO
MuHHCTapCTBY 31paBiba.’ | Taj JOKYMEHT NMpeCTaBiba AHATH3Y TOCTHTHYTHX PE3y/ITaTa y
CBHX JIeCET 00JIaCTH KOJUM C€ yKa3zyje e je OuJio ycrexa, a rJe Cy ce JaBUJIu MpoOIeMu y
peanu3aiyju, Te ce Jajy CaBeTH U MPeropyKe 3a HOBM HAIIMOHAIHH IUIaH 3a peTKe O0JeCTH.
VYV u3BemTajy je HaBEJEHO Ja je HampeJak IIOCTUTHYT Yy OO0JIacTH IpHCTyIa
uH(popmaljamMa, OCHMBAWmy W paay ILIEHTapa 3a eKcrepTusy (pedepeHTHUxX IeHTapa),

(¢buHaHCHpawy TpojeKaTa, TOCTYIMHOCTH ,,0pdaH® JIeKOBa, Ka0 M pa3BOjy MapTHEpPCTaBa ca

" Franch National Plan for Rare Diseases 2005 — 2008 - , Ensuring equity in the access diagnosis,
treatment and provision of care®, Ministere de la sante et de la protection sociale, Ministre education
nationale enseignement superieur recherche, November 2004, ctp. 5.

376 2011 Report on the state of art of Rare Disease activities in Europe of the European Union Committee of
Exsperts on Rare Diseases: Activities in EU Member States and other European countries, Scientific
Secretariat of the European Committee of Exsperts on Rare Diseases, European Union, 2011, ctp. 53,
JOCTYIHO Ha: Www.eucerd.eu/?post_type=document&p=1374

7 Ibidem.
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eBpOICKNM  HMHCTHTYIHjama.>’® HeraTHBHH pe3ylITaTH OCTBApEHH Cy y 001acTH
UCTPAXKMBambha €TUOJIOTH]je PETKHX OO0JIECTH, y NPOPEeCHOHATHOM yCaBpLIaBamby H 00yIH
3[PaBCTBEHUX PaJHUKA, KA0 M Y Pa3BOjy CKPHHUHT M JMjalrHOCTMYKUX Iporpama, rie ce
3aXTeBa IOHOBHO pa3Marpame W TpeiBuharbe HOBUX MEXaHHW3aMa 3a CyouaBame ca
youennm npobremuma.’’® Tlopex Tora, y n3semrajy, Komuter je npeanoxuo npensuhame
Mepa 3a YKJbyYHBamhe HEEBPOIICKUX U 3eMajba y Pa3Bojy y HCTPAKUBALE U JICUCHHE PETKUX
OoiecTH, Te yKa3a0 Ha BaXHOCT YCIIOCTaBJbakhba OJHOCA Capaibe Ha EBPOICKOM H
mehynapoaanom HuBoy. IlpBu HammoHamHu IutaH 3a petke Oomectu (2004 — 2008)
JOTIPUHEO j€ 3BAHWYHOM YCIIOCTaBJbaly IIEHTapa 3a EKCIepTH3y y 00JacTh pPeTKUX
Oonectn (Crienujain30BaHUX 3]IPABCTBEHUX IIeHTapa), kao W Behy wuHbOpMucaHoct
jaBHOCTH y TIODJIEJly JHJarHOCTMYKUX M CpEJACTaBa Jicuema pPETKHX OOJIECTH.
YcnocraBibeHe cy TenedoHCKe NUHHje 3a ToMoh, Kao M HICHTU(UKAIMOHE KapTe
obosenmux nwma.YBohewme HACHTU(UKAIMOHUX KapaTa o0O0ONeNnuX JWIa 3HAadu
MIPEIO3HaBake JTUIa 000JIeINX Off PETKHX OOJIECTH Kao MOCeOHE KaTeropuje MaiujeHara,
TE y CKJIaJly ca TUM mpelaBulame JOJaTHUX MeXaHu3ama 3a MOTIYHO OCTBapem-¢ MpaBa Ha
3alITUTY 3]paBJba OCHUBAKEM IICHTapa 3a SKCIepTH3y 4uMe ce 00e30elhyje mocrymHocT
CIeNMjaIn30BaHuX 3/IpaBCcTBEHNX yciyra. [lopen Tora, 3a 3apaBCTBEHE paHUKE JOHETH CY
BOJIMYH TOOpE KIIMHUYKE TPAKCe ¥ CMEPHHUIIE 32 TIOCTYNAamhe Y XUTHUM ciy4ajeBuMa. OBUM
Ce y 3HATHOj MEpH pEryjuile MEIUIIUHCKOIPABHU CTATyC JIMIA OOOJETUX OJ PETKUX
Oonectu y @paniyckoj, kao moceOHEe KaTeropuje maiujeHata, yuMme ce o0e30ehyje
OCTBapemE ycmagnoe npasa Ha oozoeapajyhe neuere (MeOUYUHCKU mMpemman) 3a CBE
rpahane, rae je mpeasuleHa oOaBe3a Ja ce MOMOTHE IOj€JUHIIMMA y OMAacHOCTH, IITO
YKJbY4yje M pa3BOj TpeTMaHa 3a OYyBame XKMBOTa YKJbydyjyhu u obe3zbeheme ,,opdan

JICKOBaA 3a JIdlia obomena O PETKUX 60.]'IE3CTI/I.380

Ha ocHoBy pe3yntara eBantyauuje IIpBor HannoHanHor miuaHa, @panirycka je 28. ¢pedpyapa
2011. ronune, Ha MehyHapoaHu aH peTKux O0JecTH, TOoHeNa /pyeu HayuoHAIHU NIaH 3d

pemgke 6onecmu (2011 — 2014). Jlecer obmacTu Koje Cy YMHHIC CAAPKUHY MPBOT IJIaHA

*"® Ibidem.

*" Ibidem.

380 H.1. Hyry, J. CP. Roos, J. Manuel, T.M. Cox, ,,The legal imperative for treating rare disorders,« Orphanet
Journal of rare diseases, 8:135, 2013, ctp. 3.
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caja cy oljeawmeHe y Tpu IiaBHe oOnactu: 1. YHampeheme KBanurera 3IpaBCTBEHE
3alITHTE 32 JHIa 0bosiena o peTkux Oonectu; 2. Pa3Boj uctpaxuBama peTKUX 00JeCcTH; U
3. IloBehame eBporicke u MehyHapoaHe capaame y OBOj o6mactu.*®! Hosuna je
npensuhame ocHnBama oA 3a HayuHy capajmby ¥ pa3Boj HHCTpyMEHaTa 3a yHanpeheme
KOHTPOJIC HaJ aKTHBHOCTHMAa Y OOJAacTH PETKUX OOJIECTH, IITO YKJbYYyje U YCBajambe
Opdaner (ene. Orphanet) Homenkiarype (kinacudukanuje peTKUX OOJIECTH), Kao |
YKJby4HBame peepeHTHUX IIeHTapa 3a peTke OosiecT y nocrojehy Mpexy 31paBCTBEHUX

YCTaHOBA, IIITO Caja HHUje OHO cnyqaj.382

3a perynucame paJHONPABHOI CcTaTyca JIMa 00O0JIEIUX OJf PETKUX OOJIECTH KO KOjUX je
Jo1uio A0 MaHudecTanuje 6oiaecTy y BUAY GU3MUYKUX U /MU MEHTATHUX oluTehema Koja
Ce MOry, y CMHCIY ojipenada 3aKkoHa, KBATH(PHUKOBATH KA0 WHBAIUAWTET 3HAYajHE CY
ozpende O pagHONPABHOM CTATYCy JHIa ca WHBAMIUTeTOM y ®paniryckoj. [lopen tora,
0]l 3aKOHCKE JIehUHUIIM]e MHBAJTUANTETA 3aBUCH U TO Ja JIU CE OJIpe0e O 3allITUTH MpaBa
Ha pajly U y BE3H ca PaJIoM JIuIla ca MHBAJIMJAUTETOM MOT'Y IIPUMEHUTH M HA JIUIA KOJ| KOjUX
JOII YBEK HHjE JONIUIO 0 MaHHUQECTalHje peTKe OOJECTH, ali KOJ KOjUX Cy yTBpheHe

onpehene reneTcke aHoMaluje, OAHOCHO reHeTcKa ommrehema.

[IpBM 3aKOH KOJU j€ peryjiucao pagHONpPaBHU CTAaTyC JHIAa Ca HHBAIUIUTETOM Y
@paniyckoj noHeT je 1924. roaumHe, W OJHOCHO C€ Ha 3alONJbaBambe PATHUX BOJHUX
UMHBAJIKA, YAOBUIA paTa U paTHY CUPOYaJ] KOJ IOCI0/AaBala Koju 3alolubaBajy HajMame
10 pamunka.*® Hosu 3akon nomer je 1957. rofmHe M OH Ce OJHOCHO HA CBA JIMIA Ca
MHBAJIMJIUTETOM KOja Cy Tako KBaJIM(HUKOBaHa OJf CTpaHE MOCEOHO OCHOBAHE KOMHCH]E.
MexaHU3MH 3a 3aMoljbaBambe U 3a 3alITUTY IpaBa JIMLA Ca WHBAIWIUTETOM HpeaBuleHu
Cy 3aKOHOM M cacToje ce Yy JOHOLIewYy Mporpama (usnuke pexaOuiauTanyje Hu
npodeCHOHAIIHE €TyKallhje KaKo 3a OHE KOJU CY Y PaJHOM OJTHOCY TaKo M 32 OHE KOjH JOIII

yBek Hucy. [lopen Tora npensuheno je u Gpopmupame 1eHTapa 3a 00aBJbambe MOCIOBA 01

%1 2011 Report on the state of art of Rare Disease activities in Europe of the European Union Committee of
Exsperts on Rare Diseases: Activities in EU Member States and other European countries, op. cit., ctp. 54.
382 H

Ibidem.
%3 E.A.Besner, ,Employment Legislation for Disabled Individuals: What can France learn from The
Americans with Disabilities Act?, “Comparative Labor Law Journal, Vol. 16, 1995, ctp. 401.
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kyhe 3a mHua ca mHBamHIHTETOM.>! YCIOCTaBibeHa je 00aBes3a 3a CBE MOCIOIABIE, KAKO
OHE y TPUBATHOM TaKO M y jaBHOM CEKTOpY, Ja 3amocie onapehen Opoj nmuia koja cy
NpU3HATa O] CTpaHEe KOMHCHje Kao JIMIla ca WHBAIMJUTETOM, KAaO0 M Ja UM TapaHryjy
noceOHa TmpaBa, Kao MITO Cy MHHMMAJIHA 3apaja M AY)XH TEPHOJ 32 OTKa3 yroropa o
paz[y.385 3akon u3 jyHa 1975. ronuHe nipenBueo je ,,00aBe3y APYIITBA J1a 3aMOCIH JIUIA ca
WHBAJIHIUTETOM M Ja 00e30eq1 OBUM JIMIUMAa OJpel)eH CcTeleH ayTOHOMHje y IpaHHuIama
BUXOBUX CITIOCOOHOCTH,” T€ OBaj 3aKOH MPEJCTaBJba MpeTedy yBOheHa KBOTHOT CHUCTEMa
3aIIoNIbaBAba JIMIA ca MHBaMIHTETOM y ®paniyckoj.*®® KBoTHH cucreM yBeneH je
3akoHoM on 10. jyma 1987. romune koju mpenBuha oOaBe3y ca CBE IMOCIOAABIE KOjU
3arnonubaBajy HajMame 20 pagHuka 1na, Ha oapeheHo uinu Ha HeoapeheHo BpeMe, 3armocie
JMLla ca MHBAIMIUTETOM Koja Tpeba ga 4MHEe MUHUMYM 6% ox ykymHor Opoja
sarociennx.””’ 3aKOH TAaKCaTHMBHO Habpaja Koja ce JMIa CMarpajy JMOuMa ca
WHBAJIUIUTETOM: |. 3al0CiIeHN KBaJH()UKOBAHU Kao JIMIA Ca MHBAIUIUTETOM O] CTpaHE
noceOHo ycraHoB/beHe komucuje (Komucuja oremyje HHBATUAUTET y3umajyhu y 003up 1a
JIM 3aII0CJICHU, Y KOHKPETHOM CIIy4ajy, MOXe Jia JOOHje WU 33aJpyKH 3aIl0CICHhe, OJTHOCHO
Jla JIA je Ta MOTYhHOCT cMambeHa HEIOCTATKOM I YMaHkEHhEeM (GU3NYKUX MM MEHTATHUX
crocoOHOCTH. UMHE je perHoHaHU AMPEKTOp Yy OOJNIacCTH paja M 3alollbaBama, JIeKap
CrelyjamicTa MEIUIMHE Paja, MPEJCTAaBHHUIM IOCIO/aBala U pPaJHUKA, MPEICTABHUIIM
JIMIIA Ca UHBAJIHIUTETOM U MPEJCTAaBHUIIM HAIIMOHAHE KaHIIeJIapHje 3a paTHEe BeTepaHe, a
Ha/UIe)KHOCT KOMHCHje je, IMopel OICHE WHBAIUAUTETa, W CIOpOBOheme mporpama
npodecuoHaHe OpHjeHTaluje, enykaluje W pekiacudukanuja pagHuka), 2. KPTBE
MoBpea Ha paay Wik npodecHoHATHUX 00JIeCTH Koje Y3pokyjy Hajmame 10% TpajHe
HECIOCOOHOCTH 3a Pajl, Kao U Y)KUBAOIM HAKHAJA Y OKBUPY CHCTEMa COIIMjaJIHE 3allITUTE,
3. IMIa ca MHBAJIMIUTETOM KOja Cy OCTBapuiia MpaBO Ha MHBAIUACKY NEH3H]y; 4. BOjHA
JMIA ca MHBAIMIWTETOM KOja Cy OCTBapuiia MpaBO HA BOjHY MEH3H]Y; 5. YIOBUIE BOJHUX

JUIa KOje ce HUCY MOHOBO yAalle, y>KUBAOIM MEeH3Uja YUjU Cy CYIIPY3H YMPIIU OJ1 paHa Win

%4 Ibidem.

%5 |hid., crp. 402.

% Ibidem.

%7 D, Mont, Disability Employment Policy, Social Protection Discussion Paper Series, Human Development
Network, The World Bank, July 2004, ctp. 21, goctymHo Ha:
http://digitalcommons.ilr.cornell.edu/gladnetcollect/431
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Oonectu 3a700ujeHUX y paTy; 6. paTHa cupodaja A0 21. ToauHEe )KUBOTA U YIAOBHIIE BOJHHUX
JUIa KOje ce HUCY TOHOBO ynaje, 7. yIOBHUIE BOjHUX JIMIIA KOj€ Cy Ce MOHOBO yJaie, alu
uMajy GapeM jeIHO JeTe ca MPEMHUHYJIMM BOJHUKOM; U 8. )KEHE JIUIA Ca WHBAIUIUTETOM
KOja Cy CMEINTCHa Y MEHTaJHe HHCTHTYIHUje, TIe je MEHTaTHO ormireheme mocienuiia

Komucuja koja BpmM OLIGHY Ja JIM CE HEKO MOXE CMaTpaTH JIMLEM ca

para.’
WHBAJIMAUTETOM WM HE, OJUIydyje W Y CIIOPOBMMA HACTAJIMM M3 HEMOMITOBara KBOTHOT
cucrema. OBa KOMHCHja W KOMHUTET Tpeay3eha mpeacTaBibajy jeIMHCTBEHE MEXaHH3ME
KojuMa ce 00e30ehyje e(EeKTHBHOCT KBOTHOI CHCTEMa 3alolilbaBama JHIAa ca
uHBaHaAuTeTOM Yy OpaHiryckoj. 3akoH npeasul)a o6aBe3y 3a cBa MPUBPEIHA IPYIITBA KOja
3anonubarajy HajMame S0 pagauka ga popmupajy komuteT npeay3eha, kao mocedan 00Uk
napTUIMIIALFje pagHuKa npu uemy y ODpaniyckoj komuteTH mnpeay3eha Hucy
MHCTUTYLMOHAIHO OZBOJCHH OJ CHHIMKATa, >’ a Koju nMa opinamherse 1a BPIIM aHATH3Y
CTPYKTYpE 3allOCICHUX, Ka0 M HaIllpeTKa y 3alollbaBamy JIHIA Ca WHBAIUIUTETOM Ha

Caaxo MPUBPEIHO JPYIITBO MOpa Ja BOAU EBUICHIIH]Y

TONMIIBEM HHBOY.>
3alollJbaBamba, yHanpehemwa, celeKklunje W/ OTHylTamkba Y OKBUPY KBOTHOI' CUCTEMA, U
Jla TIpe3eHTyje Te MOAATKE Ha FOJUIIBUM cacTaHIMMa KomurteTa npenyseha. [lopexn Ttora,
Kao JI0JaTHE MEXaHM3ME 3a 3allUTUTy IIpaBa Ha paly U y BE3U ca pajoM JMla ca
MHBAJIMINTETOM, 3aKOH O paay npeasuba Aa MUHUMAIHE 3apajie Julla ca HHBAIUIUTETOM
He Mory na Oyny Mame O]l 3apaJa OCTaJIMX 3allOCIIEHUX, alld U yCTaHOBJbaBa MOCEOHO
OCUTYpambe 3a CIIy4aj CMamkeHa IiIaTa pajy 3allTUTe 3apaja JIMa ca UHBAIUIUTETOM KaKo

oHe He O mane Wcrmox (paHiyckor MuHEMywma. !

Mebhytum, OBaj 3aKOH UMao je
HEJIOCTaTaK, OJJHOCHO MOCTOjajli Cy HAYMHM Ja TIOCIIOIaBIIN HEKAKIHEHO N30eTHY MPUMEHY
3aKOHA Y TOTJIely KBOTHOT CHCTeMa M 00aBe3y J1a MHTETPUIIY JIUIA Ca HHBAJTHIUTETOM Y
palHy CpeauHy, TakKO IITO 3aKOH JIOMyIITa Ja IMOCIOJAaBIM 3aKJbyuye YroBOpe O
(briekcnOMITHIM O0JIMIIMMA PAJHOT AHT'AKOBamKka JIUIA ca MHBAJIUAUTETOM (YTOBOPH O paiy

on kyhe) wiuM Ja ocHyjy moceOHe paJAvoHHUIE Y KOojuMa he 3amociuTd caMmo Jdla ca

%88 E.A. Besner, op. cit., ctp. 403 — 404.

9Bumu Bume xox: B.A. JlyGapna, ,.[lapmuyunayuja paouuxa y ynpasmwaiwy npedysehem y ynopeonom
npasy,” Anamu IIpaBHor ¢akynrera y beorpany, 5/1994, ctp. 533.

30 E A. Besner, op. cit., ctp. 405.

%L 1bidem.
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uHBaMIAATETOM. 2 [Topes| Tora, MTOCIOIABIM MOTY Ja YMECTO AMPEKTHOT 3arlOljbaBamba
JWIa ca MHBAJIHIUTETOM y OKBHPY KBOTE OCHY]Y (hoHA 3a mpodecroHalHy MHTETrpamnujy
JUIa ca UHBAJIUIUTETOM, /I c€ HOBall M3 (OHIa KOPUCTHU 32 O0yKY U MPOPECHOHATHY
pexabunuranujy, Kao ¥ 3a TnpwiarohaBame Mecra paga mnorpebama Jmma ca
MHBAIMIATETOM. > 3ato je y jyny 1990. roamue noHeT HOBH 3aKOH Koju mpeasuba ma he
,»,CBaKH TIOCTIOIaBaI] KOju OA0M]j€ J1a 3ar0CH 3aXTeBaHHU OpOj JIHIla ca WHBAIUIUTETOM HITU
KOjH OTIIYCTH JIHLA Ca WHBATHANTETOM OWTH KpuBH4HO oxroBopan.“*** Ilpensulena je
Ka3Ha 3aTBopa o1 2 Mecena A0 1 roguHe u/uam HoBuaHa ka3zHa o1 2000 go 20 000 ppanaxa.
MehyTtum, 1 0Baj 3aKOH UMao je OUTaH HEJOCTaTak, jep mpeasuba jaa MOCIONABIN MOTY
OTITYCTUTH WJIM HA JIPYTW HAUYMH CAaHKUIMOHWCATH PaJHHUKA Ca MHBAJUIUTETOM YKOIHUKO je
bErOBA HEIOZOOHOCT 3a 00aBJbAIbE MOCHA YTBPECHA MEIMLMHCKHM HAA30M JeKapa.
Wnak y morneny oBe oapende MOCTOjU Cylacka ojutyka BpxoBHor cyma @paHirycke Ha
x)a0y npoTuB omyke Kacanmonor cyna y ciydajy npotuB Aepoapoma y [lapu3sy koju je
Ha OCHOBY HM3BEITaja JIeKapa OTIYCTHO TYXWJby. Y OIynn BpXoBHOT cyaa croju aa
,,[TOCIIOJIaBall KOJU j€ YKJbYUHO JKEHY Ca MHBAIUIUTETOM y CBOj KBOTHHM CHUCTEM HE MOXKE
UCTY OTIIYCTUTU Ha OCHOBY KacCHHUjer MEAUIIMHCKOT H3BelITaja 6e3 0100pema KoMUcHje 3a
npodecHonanty nHTerpamujy.>>® 3akon u3 1990. TogMHe yBOAM AHTHIMCKPHMHHATOPCKE
onpende y moryey paJHONPaBHOT CTAaTyca JIUIA Ca HHBAJHIUTETOM, TaKO IITO 3a0pamyje
JTUCKPUMHHALIM]Y ,,HA OCHOBY 3/paBCTBEHOI CTama WM HMHBAIUIUTETA,” OJHOCHO OBaj
3aKOH JIONykYje 3aKOH O pajay Tako LITO J0Jaje TEPMHH ,,Ha OCHOBY 3/IpaBCTBEHOT CTamba
WIM HMHBanuaurera“ moctojehoj oxpendu o 3abpaHu AMCKPUMMHALM]jE HA OCHOBY pace,
penuruje, HalMOHAIIHOCTH, MOpaJla Uiu OpayHor CTaTyca.397 NuBanunurer HHUje moceOHO
neduHrCcaH 3aKOHOM, aJli TEPMHUH ,,37[PaBCTBEHO CTAmh€ WM MHBATUAUTET yKa3yje aa ce
BEroBe oJjpeade MpUMemYjy Ha CBAKO 3[paBCTBEHO CTame WM owmTeheme 3apaBiba, 0e3

063Hpa Ha TO, A4 JIK TO CTamkLC OUTHO YTUYC UJIN HEC YTUUC YOHIUTC Ha aKTUBHOCTHU JIMIA Y

92 |hid., ctp. 406.

3% D. Mont., op. cit., ctp. 22.

3% E A. Besner, op. cit., ctp. 408.

3% |bid., crp. 409.

*° Ibidem.

%97 Definitions of Disability in Europe, A Comparative Analyses, European Commission, Directorate-General
for Employment and Social Affairs, 2002, ctp. 73.
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nutamy. > Pasymuo npuiarohjaBame MecTa paja morpeGaMa JIHia ca HHBAIMIHTETOM, Kao
nocebaH MexXaHu3aM 3a BUXOBY NPOGECHOHAIHY WHTETpanujy, HUje npeasuhen 3aKkoHOM
n3 1990. FO,Z[I/IHe.sgg Hanme, 3akoHom o paay mpeasuleHa je oOaBe3a mocCiofaBlia Ja
U3BPIIM HEONXOJHO MpuiarohaBame MecTa pajga morpedama OHOT 3arOCICHOT KOjH je Of1
CTpaHe JieKapa CHElHjaIuCTe MEIUIMHE paja MPOTJAIleH HECTIOCOOHMM 3a H3BPIICHE
paJIHIX 3a/aTaKa Koje je paruje 06assbao. " OBo 3Haun 1a pasyMHO npuiarohasame Mecra
panga nmorpebama oapeheHor ymia HUje mpeaBUHEHO Kao Mepa 3a MHTErpaldjy Juia ca
WHBAIMAUTETOM Yy pajJHy CpeIuHY M Kao IOJApPIIKA 3amonubaBakby Beh na je Tta Mepa
npensuleHa 3a Beh 3amociieHa JMia KoJ KOjUuX je JONUIO JI0 HapyllaBama 3/paBiba Kao

MOCIICANIIA TTIOBPEIe Ha paay win podecrnoHaiHe O0JIECTH.

[ToueB on 3akona w3 1975. romgmue, ykibydyjyhu m 3akoH 3 1990. roguHe, mOIUTHKA
3amonubaBamba JIMIA ca HWHBATHIUTETOM y @DpaHIycko] 3acHOBaHA je Ha CXBaTamby
WHBAJIMIUTETA, OJHOCHO XEHJMKena (IITO je TePMHUH KOjU C€ KOPUCTH Yy (pPaHI[yCKOM
3aKOHOJIABCTBY) K0 JIMYHE Tpareuje 4rje MoCiIeIuIle 10 MOjeMHIIA U YWIAHOBE MTOPOIUIIE
Mopajy OuTH HaJoKHal)eHe O] cTpaHe aprKaBe Mo3uBajyhu ce Ha MPHUHIUI COJIUIAPHOCTH.
Y OCHOBM OBakBe IIOJIMTHKE jecy CMeTHhe WiIH omTehema TojeauHana Koja cy
Ipe/CTaB/bala OCHOB FHLMXOBHUX TBPAKBHM Ja C€ OHH MOTY CMarpaTH ,JIUIHMa ca
XCHIMKENoOM®, a WTo je Tpebama ga MOTBPAM moceGHO ocHoBaHa kommcHja.’’’ OBakBo
CXBaTamkb<E OAroBapa HWHAWBUAYAJTHOM MOACIY HWHBAJIUWIUTETA, KOjI/I II04YrnBa Ha
MEJIUIIMHCKOM MOpHCTymy. JleBeneceTux TroauHa ABaJeCETOr BEKAa OBAaKBO CXBaTame
UHBAJIUAUTETAa OWJIO j€ KPUTHKOBAHO, IOCEOHO 3aKOHCKM TEPMHMH ,XCHIUKEN W
JI0JIeJbUBabE CTAaTyca JIMIE Ca XEHAMKENoM, YMME C€ TO JIMIE YMHU 3aBUCHUM Of

OMpOKpATCKUX Mpoleaypa IITO HE OAroBapa 3aXTEBYy Ja OHO €aMO KOHTPOJIUIIE CBOJ

3% |bidem.

3% |bidem.

% pidem.

01 M. Calvez, The 2005 Disabilities Policy in France. An Opportunity for the Development of Disabilities
Studies, Paper presented at the 3rd European meeting of EHESP School of Public Health “Limitations ,
disability and dependency : how to measure , how to train? European developments in public health.
Disabilities , health, society” Round table 2: “Research and training : the future of research in disability,”
Amsterdam, Nov. 2010, crp. 2, pmoctymHo Ha:https://www.google.rs/webhp?sourceid=chrome-
instant&riz=1C1KMZB_enRS567RS568&ion=1&espv=2&ie=UTF-
8#0=THE%202005%20DISABILITIES%20POLICY %20IN%20FRANCE.%20AN%200PPORTUNITY %2
OFOR%20THE%20DEVELOPMENT%200F%20DISABILITIES%20STUDIES%201%20Mar
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xuBot.””? Jlasbe ce HABOIM, 1@ Mepe T3B. IO3HTHBHE NMCKPHMHHALM]C YMja IIPUMEHA Ce
HaJla3d y OCHOBM JIO/I€JbHBama CTaTyca ,JIMIE ca XCHIUKENnoM™ Tpeba Ja ce 3aMeHH
NPUHIMIIOM jeaHakomhy y mpaBuma cBuX rpahaHa ykipydyjyhu wu Juma ca
uBamauteroM. ' HamMe, 3axTeBa ce MpH3HABAHE OBHMX JIMIA KAO YYCCHHKA, a HE Kao
cyGjexara koju 3aBuce oj coumjanHe monutuke.’”* Kao mocieanua oBUX KPUTHKA, alld U
obaBe3e yckiahuBama 3aKOHOJABCTBa ca aupekTmBama EBpormcke ynuje 11. ¢ebpyapa
2005. rogune dpaHiycka je YCBOjUJIa HOBH 3aKOH O JIMIIMMa Ca WHBAJIMJIUTETOM KOJU
MOoYMBa Ha MPUHIUNY ,JeIHAKUX I[IpaBa, NapTUlUOanuje U rpahaHcTBa nuna ca
MHBATHUTETOM, “diMe Ce YBOIM COLMjaHI MOJEI pasyMeBarba HHBAIMAHTETa. > 3aKOH
u3 2005. roguHe MouYMBaA Ha JAPYraddjeM CXBaTamky WHBATHIUTETA (XCHAMKENa), TIe je
WHBAJIHUIUTET CTalkhE KOje MOXKeE J1a Ce JOTOJIU CBAKOM U HE MPEJCTaBba ,,JJMUHY Tpareamnjy*
MOjelMHIa, Ma ce JAepUHHILIEe Kao OrpaHuYeHhe Yy APYIITBEHO] MaAPTUIHUNALMJH U
rpahancrsy.**® Harmamasa ce mpaBo Ha KOMIICH3ALHjy 3a JIMIA Ca MHBATHIUTETOM (CHI.
Right to compensation), rie cy KoMreH3aTopcKa JaBamba MepCOHANIN30BaHa HA OCHOBY T3B.
»KHUBOTHUX MpPOjeKIHja“ 3a CBAKOI MOjeluHIa (JIMIa ca WHBATUAUTETOM) nonaoco6.*%’
OuHacupame KOMIIEH3aTOPCKHUX JaBama 00e30ehyje ce memom u3 Oyuera, a AeIOM W3
noceOHO ocHoBaHOT HarmoHnanHor (OHAA 3a TMOJPIIKY HE3aBHUCHOM JKHBOTY, YHjE je
OCHUBam€ npeBuleHo saxonom. % [Topen Tora, 3akoH npenBuha mpaBo Ha 00Opa3oBamke U
00yKy, Tako IITO TapaHTyje IPaBO CBAKOI JIeTeTa ca UHBAJIUAUTETOM Ja noxaha JoKanHy
OCHOBHY W/WIK cpenmy Iukony. [IpaBo Ha IIKOJOBame je €0 MEePCOHATU30BAHOT
0o0pa3oBHOI TIUIaHa, INTO TMOApa3yMeBa NpuiarohaBame MIKOJICKE HHPPACTPYKType
norpebamMa JIMIa ca WHBAIUIAUTETOM, ajdl W MOTryhHOCT, anTepHAaTUBHOT, TNoxahama

CIEMjaIM30BaHMX OOPa30BHUX WMHCTHUTYIIM]a, HA 3aXTEB JIMIA Ca WHBAIMIUTETOM H

%2 Ipid., ctp. 3.

% Ipidem.

“* bidem.

“ Ipidem.

“® Ipidem.

“7 policy for the disabled in France, Ministére des Affaires étrangéreset européennes/French Ministry of
Foreign and European Affairs, Avgust 2007, ctp. 2, pgocrynHo Ha: http://www.ambafrance-
eau.org/IMG/disabled.pdf

% bidem.
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YJIaHOBA HOpOl[I/II_Ie.A'OQ 3akon u3 2005. ronuHe npeasuha U MOJPIIKY y 3aMoNbaBamky JTUIa
ca MHBAIUIUTETOM TaKO IITO YBOJIW 00aBe3y 3a CBE MOCIOJABIIe KOjU 3amonubaBajy 20 u
BUIIIC PAHHKA J1a Y CTPYKTYPH 3alI0CICHUX UMajy 6% JuIla ca HHBAJIMAUTETOM, y3uMajyhu
y 0o03up ykKymaH Opoj 3amociaeHuX (KBOTHH CI/ICTCM).410 [Ipensuhena je m obaBesa
npuiarohaBama jaBHHX 3rpajia © jaBHe HH(QpacTpyKType TmoTpedama Iuia ca

WHBaJIUIUTETOM JI0 Kpaja 2015. roguue. 't

Perynucame pagHOIpaBHOT CTaTyca Ul ca HHBAIMAUTETOM Y DpaHIlycKoj 3aCHOBAHO je
Ha KBOTHOM CHCTEMY, YM]H je MPOIICHAT jeaH oA HajBehux y EBpomw, 10K je yTBphuBame
cTaTyca JIilla ca MHBAIUIUTETOM MOBEPEHO KOMHUCH]U MOCEOHO YCTaHOBJHEHO] 3aKOHOM Y
Ty cBpxy. Cam 3akoH He ojnpehyje, OAHOCHO HE Mpenu3upa Koja ce CTama CMaTpajy
WHBAIMAUTETOM, TAKO J1a JIMIA 000Jesa O PeTKUX OO0JIECTH Koje Cy JoBene 10 (pu3nukor
u/Wim MeHTanmHor omrehema Mory Ourtu 3amrtuheHa oapenbama 3akoHa O JIMIUMaA ca
WHBAJIUIUTETOM CaMO YKOJHMKO KOMHCHja TaKO IMPOLIEHH, TIJl€ MPUTOM HHUCY jacHO
neduHUCaHU IPUHLIUIIA Ha OCHOBY KOjHX KOMHCH]ja OJUIydyje O JOJeJbUBaly TOT CTaTyca.
Ca npyre crtpaHe, JuIla KOJA KOjUX jOII YBEK HHje JONUIO 10 MaHH(pecTaiuje peTke
Oonectu, anu Koja uMmajy oapehene npomene (omrehema) y TeHETCKO] CTPYKTYPH, YHMHH CE,
Ja HHUCY Kao KaTeropuja MaiyjeHaTa HUTH Kao KaTeropuja 3amoclieHUX Mperno3Hara y
(bpaHIyCKOM 3aKOHOJaBCTBY, a cCaMMM TUM HU 3amrtuhena. 3akoH u3 1990. ronuHe Koju
npensuha 3adpaHy TUCKpUMHUHAIM]E€ Ha OCHOBY ,,3/IPaBCTBEHOT CTamha MIJIM WHBAIAIUTETA
y o0yiacTu 3amonubaBama W pajga He TpeaBuba U 3a6pany OUCKpUMUHAyuje Ha OCHOBY
2eHemcKoz cmarba ITO YyKa3dyje Ja TeHeTCKa AWCKpUMHHAIMja Kao TakBa HHUje
CaHKIIMOHMCaHa y TnpaBy @DpaHIyCKe, jep ce TEpMHH 3JpPaBCTBEHO CTame, IpeMa
BlagajyheM cxBaramy, OJHOCH Ha TPEHYTHO 3JIpaBCTBEHO CTamk-€ MOjeUHIIA U HE 00yxXBaTa
Oynyha wuinuM aHTULIMIMpaHa HapyllaBama 37paBiba. JemaH oj pasyiora 300r Kora
@paHiycka HHje peryiucaia o0JIacT TEHeTCKe JIMCKPUMMHAIMje HUTH JAeduHucaza

TCHCTCKO TCCTUPALC jeCTC TO LITO OBa JApKaBa HI/Ije INOTIIMCHHUIIA KOHBCHLII/Ije 0 JbYACKHM

99 Ihidem.
10 pidem.
411 1bidem.
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npaBuMa u OuomenuuuHu u3 1997. roguue.? Jenuuu JOKYMEHT KOjU C€ OJHOCH Ha
obnact reneruke jecre Jlekper onm 4. ampmia 2008. romuHe O Tperiieqy TEHETCKHX
KapakTepUCTUKA M UACHTU(UKAIM]H JIMIIa HA OCHOBY I€HETCKUX MapKepa y MEIUIIMHCKE
CBpXe, JIOK Cce TeHETCKO TecTtupame, npe cmera, JIHK Ttectupame mnomume jom Uy

. 413
KpuBnunoM 3akoHy 3a motpede naeHTU(UKAIM]e yYUHIIAIa KpUBUYHUX JIeTa.

3.3 CouujanTHonpaBHHU CTATYC JULA 000J1eTHX 0] PETKUX 00JIECTH Y

Hemaukoj

[IpBu HaIMOHAJHU IUIaH 3a peTke Oonectn Hemauka je monena 2013. roaube ociamajyhu
ce Ha u3BemTaj Koju je 2009. romuHe ycBOjeH oJ cTpaHe DenepasHOT MHUHHCTAPCTBA
3IpaBjba O] HasuBOM ,Mepe 3a yHampelheme 3apaBiba JHla 000JEIHX OJ] PETKHX

414
ooiectu.

[{usp ycBajama u3BelmITaja OMO je aHanu3a moctojehux mepa 37paBCTBEHE
3alITUTE JIUIA 000JIeNIUX OJ1 PETKUX OOJIeCTH, Kao M MpeaBuljambe MeXaHn3aMa 3a BUXO0BO
yHanpeheme. Y u3BeITajy cy HaBelAeHH ciiefehn 3akibydnin — 00JacT peTKUX OOJIECTH H
MOJIOKA] JIMIa OOOJIEIMX OJf PETKUX OOJEeCTH je 3Ha4yajHa W pPEJICBaHTHA; Mallo je
uH(popMalldja 0 peTKUM OoJecTuMa; moTpede maiujeHata o0oNenuxX O] PeTKUX OoyecTu
3axTeBajy CBEOOyXBaTHY M CIEIMjaM30BaHy HEry; 3a MHOre peTke OoJecTH HHCY
JIOCTYIIHE o/iroBapajyhe MujarHOCTUYKE METO/IE; KOMIUIEKCHOCTH U XETEPOTEHOCTH PETKUX
OoJiecTH HHje TpuiIaroheH nmocrojehu cucTeM HakHaIA 32 BAHOOJTHUYKY MEIUIIMHCKY HETY;
MEAMIIMHCKA CPEJCTBA 3a JICUCHh€ MHOTUX PETKHX OOJECTH Cy HEJOCTYIHA MallljeHTUMAa;
WHTCH3MBHA MHTEPAMCIUIUIMHAPHA HWCTPaXHMBaWka Cy TJaBHH IHWJb Yy OyayhHOCTH; |

Hanwmonanuu mias 3a petke 6onectu npunpemuhe Jlura Hanmonanse akiyje (enr. National

Action League).415 Haume, y nmspy yHampehema METUIIMHCKONPABHOT CTaTyca JHIA

2.0, Varga, S. Soini et al., ,,Definitions of Genetic Testing in European and other Legal Documents,
Journal of Community Genetic, 3:2, 2012, ctp. 130.

2 |bid., cTp. 128.

42011 Report on the state of art of Rare Disease activities in Europe of the European Union Committee of
Exsperts on Rare Diseases: Activities in EU Member States and other European countries, Scientific
Secretariat of the European Committee of Exsperts on Rare Diseases, European Union, 2011, crp. 64,
JOCTYIHO Ha: Www.eucerd.eu/?post_type=document&p=1374

1% National Plan of Action for People with Rare Diseases, Action Fields, Recommendations, Proposed
Actions, National Action League for People with Rare Diseases, Federal Ministry of Health, Federal Ministry
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o0ourenux o1 peTKHX OoJecTH, Ha OCHOBY Hajiora denepaiHOr MHHUCTapCcTBa 3paBiba, 8.
maprta 2010. ronune, popmupana je Jlura HaroHaNHE aKIKje, Kao TeJIO KOje je HaIJIeKHO
32 KOOpJAMHAIM]Y AaKTHBHOCTH Yy OOJAaCTH pPETKHX OOJNEeCTH, Ka0 W 3a JIOHOLICHC
HarponanHor riaHa 3a petke 0oJecTH, M Koja 3aje[JHo ca npeactaBHunuma dexepanHor
MHHHCTapCcTBa 00pa3oBama M HayKe, Kao M MPEACTaBHUINMA AJIMjaHCe JHLA 000JIeNX O

XPOHHYHHX PeTKHX Gosectr ynan Hanmonannn caser 3a o6iact perkux Gomecrn.*'®

Jlury
HAllMOHAJIHE aKIMje YMHE YIPaBHH OJ0OpW YETHPH pajHa Teja, Koja MMajy 3a Wb Ja
UMIUIEMEHTHPajy HAIMOHAJIHM IUIaH, OJHOCHO CBako TEJIO je HAUISKHO 3a
UMIUIEMEHTAIMjy jelAHE OJ 4YeTHpW OO0JIaCTH KOje YWHE CaipXHHy IUiaHa: |.
Jleueme/crienujain30BaHl LIEHTPU 32 PETKe OoJecTH/Mpexka 3IpaBCTBEHUX YCTAaHOBA; 2.
Vcrpaxusama, 3. Jlujarnoctuka; u 4. Yipasssame uadopmarujama.’’ UnaHoBH pagHiX
Tena Cy eKCHEepPTH M3 Pa3IMYUTUX 00JaCTH IMOBE3aHUX ca peTKuM Oonectuma. [lopen tora,
CaJpKUHY TUIaHA YWHU W objact moj Ha3uBoM ,,OpHjeHTallMja TalnMjeHara™ 3a 4uje
cripoBoljerse Cy OroBOpHE CcBe deTHpH pamHe rpyme.’’ HanuoHaNHM IUIaH 3a perke
O6onectu Hemauke moceban 3Hayaj naje ydemhy opranusanyja nandjeHata (yIpyxema
nanyjeHata o0oJeNnux OJf peTKux OonecTd) y JOHOIIeHY M CcHpoBohemy Mepa 3a
yHampeheme KBaJIMTETa 3IPAaBCTBEHE 3aIUTUTE, KAa0 M Yy jayamy HCTPAKHBAYKUX
aKTUBHOCTH, OJTHOCHO oXpaOpuBamy yuentha 000Jenux juia y HaydHUM HCTpaKuBambUMa
Kako OW ce yHarpeauia I1jarHOCTUKA | JIEUeHe PETKUX OosiecTh. YKa3aHo je U TO Ja Cy, ¥
31paBcTBeHOM cucteMy Hemauke, moueB on 2004. roauHe mpeAcTaBHUIM OpraHU3aldja
nanMjeHaTa MoCTajld JUPEKTHU YYECHHULM Yy KpeHpamy 3/paBCTBEHE IOJIUTHKE y OKBUPY
T3B. CTPYKTypHE MNapTULUNAIMje ManujeHata, 300r uera je IUIAHOM IMpenBuleHo
YKJbYUHBaWkE TPEICTAaBHUKA MalMjeHaTa y eTHYKe O0J00pe 3/JpaBCTBEHUX YCTaHOBA, a
noceOHO y TOryey NHUTamka I[OBE3aHMX ca ydemheM MalujeHTa y KIMHUYKUM

419
UCTpaXUBabMMa U UCIIMTUBaKUMA JieKoBa.  HanuoHanmHu miaH 3a petke 6onectu (2013)

of Educational and Research, 2013, ctp. 2, 1ocTynHO Ha:

http://www.europlanproject.eu/_newsite _986989/Resources/docs/NATIONALPLANS GERMAN 2013 en.
pdf

1% | hidem.

7 Ibid., c1p. 4 - 5.

8 Ipid., c1p. 5.

419 |pid., cTp. 6.
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naje neuHULM]y peTKux Oonect Koja je mpensuhena [Ipemopykom EBponcke yHmje o

petkum 6onectuma (2009), onrocHo y3uma ce 5 nuna Ha 10 000 spyam.

3a perynmucame MEIMIIMHCKOIPABHOI CTaTyca JHIa OOOJeNuX O]l PEeTKHX Oojectu y
Hemaukoj moce6HO je Ba)XHO MOTJIaBJbe MO Ha3UBOM ,,JIeuerme/crienujann30BaHu [ICHTPH
3a perke OosecTu/Mpexka 3ApaBCTBEHHUX YCTAaHOBA, KOJUM je MpeaBUl)CHO OCHUBAHE
[EeHTapa 3a JIeYCHke pPETKUX OoJiecTH dYMMe ce CTBapajy yYCIoBU 3a o00e30eheme
JOCTYITHOCTH 37JPaBCTBEHE 3AITUTE U MPYyXKamke KBATUTETHE MEIUIIMHCKE HEre 000JIeIuM
munuMa. HarpoHamHUM TUTaHOM je TpeBUl)EHO OCHHUBAKE TPHU PA3IM4YUTa anu MelycoOHO
NOBE3aHa IeHTpa 3a peTke Oosectu. LleHTpH ce pa3nukyjy mpema BpcTama 3JpaBCTBEHUX

. . 420
ycayra Koje mpyxajy o0oJiesiuM JIMLIUMa, HE U IIpeMa KBAJIUTETY.

Hauwme, nocroje tpu
TUMa TeHTapa 3a perke Oonectu, Tum L, Tum b u tun A. Lentpu tuna 1l HasuBajy ce
KOONepamueHum yeHmpuma 3a pemke Oolecmu U OCHOBAHM Cy 3a JICUCHE CIEeHUPUIHNX
peTkux Oonectd M crneuupUUHy TpPYHy pPETKUX OOJecTH Kao BaHOOJIHMYKH,
MYJATUIUCUMIUIMHAPHU 3/1paBCTBEHU LieHTpu. [IpumapHo je mpenBub)eHO Aa LEHTpPU OBOT
THIIA TIPY)Kajy 3APaBCTBEHE YCIIyre MALMjEHTHMA ca TOTBPHCHNM U jaCHHM JujarHo3ama. ‘2!
Llentpu Tuna b HasuBajy ce yemmpu 3a excnepmu3y y obiracmu pemkux Oonecmu M
npeaBuleH Cy 3a Jieuewe MalyjeHara KoJ KOjuxX je JMjarHOCTMKOBaHa ojpeheHa peTka
Oonect, anu 3a pasiaMKy Off LeHTapa Tuna L] oBu meHTpu npyxajy OOJHHYKY HEry H
OCHMBA]y €€ y OKBUPY IOCTOjehuX OOJHUYKUX yCTaHOBa.422 IlenTpu Tuna A Ha3uBajy ce
peepenmnum yenmpuma 3a pemke boirecmuvl 'y mUMa CE Jiede NAlMjeHTH Ca HEJaCHUM
JMjarHO3aMa 3a Koje TIOCTOju CyMba Ja je peu o oapehenoj petkoj 6onectu. [lopen Tora, y
pedepeHTHUM ILEeHTpUMa 3a peTKe OO0JIECTH CIPOBOJIM CE€ WHOBAaTHUBHA JMjarHOCTHKA,
CaBeTOBaWkE MallMj€HTa y MOIJIeqy JOCTYIHHMX JAMJarHOCTUYKHUX WU TEpalnujCKuX MeToja
Jederha Y OKBUPY HAIIMOHAIHOT 3]IPABCTBEHOT CHCTEMa, ajll M IIHUpe, Y 3paBCTBEHUM

nentpuMa y oksupy Espomcke ymmje,*

Ha OCHOBY JIMpeKTHBE O MNPEKOrPaHUYHO]
3apaBcTBeHO] 3amtuTtd (2011/24/EY). VYV ueHtpuma oOBOT THIIA CIIPOBOJIU  C€

npodecuoHalIHa eyKanuja 1 00yKa 3paBCTBEHUX PaJIHUKA y 00JIaCTH PETKUX OOJIECTH, Te

20 |pid., cTp. 9.
“2L Ipidem.

22 Iidem.

2 |bid., ctp. 10.
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ce opKaBajy HAY4HE W CTPYUHE KOH(DEpEHIHje Koje Cy 00MYHO MHTepaucIuIHapHe. ‘2!
QDuHaHCUpake OCHMBAaWka M paja IEHTapa CBa TPU THIIA PETYIMCAHO j€ TaKO INTO je
npensuleHa nmpuMeHa rnocrojehnx nmpaBHUX MpaBuiia 0 00aBE3HOM 3aKOHCKOM OCUTYpamy
3a JIeueHhe Yy 3JPABCTBEHUM YCTaHOBaMa, OJHOCHO mNpuMeHa wiana 1166 CouujanHor
3akoHa (Kmpura V) KOjuM ce peryauine JOCTYITHOCT BUCOKOCIICIH]aTu30BaHe BaHOOTHIYKE
Here, 3aruM wiaH 95¢g¢ CoryjanHor 3aKoHa KOjU PETyJUuIle 3JPaBCTBEHE YCIIyTe
n3abpaHux JieKapa W CTOMaroyiora yKJbyuyjyhu W 3ApaBCTBEHE ycCayre Koje Npyxajy
OOJIHUYKH JICKapu WX KIMHUYapu, kKao W wi. 117 u 120 CormmjaaHor 3akoHa KOjU ce
OTHOCE Ha YCIyre Koje ce MpyXajy Yy YHHUBEp3UTETCKMM amOynaHTaMa, Kao W Yy
nemjaTprjcKuM reHTpuma. 2> TloceGHe 3ApaBCTBEHE yCIIyTe 3a JIeUeHhe JIIA 000TIENX O
petkux Oojectu y3umahe ce y 003up NMPUWIMKOM TpEroBopa 3a yTBphHBame HaKHA/IA 3a
BaHGOHUUKY M GOIHHYKY 34paBCTBeHy 3amtuty.*2° [IpecTaBHHIM NaLH]eHATa 3aje/HO 3a
NpeJCTaBHUIIMMA TIPYXKaolla 3JPaBCTBEHUX YCIyra W MPEACTaBHUILIMMA 3IPaBCTBEHOT
ocurypama yTBpanhe KpuTepujyMe U 3aXTeBe 3a (huHaHCHpame LeHTapa 3a peTke 00yecTH,
NOCEOHO 3a IUJbEM Ja TPEACTABHUIIM OCUTYPama MOKPH]Y HAaKHAJEe 3a MOCEOHO JICUueHe
Koje Huje o0yxBaheHO CTaHIapAHUM HaKHaJaMa (oc1/1rypaH>eM).427 OcHuBame 1IEHTapa 3a
petke Oonectu y mpeaBuheHnM o0iauIuMa ycieauhe TeK HaKOH 3aKJby4Yerha KOJIEKTUBHOT
yrosopa o 06e36ehemy ¢puHacupama MoceOHMUX 3/paBCTBEHUX yciyra 3a JiMia ofoJena of
perkux Oomect u3Melly Hemauke ¢enepanmje Oonuuina (enr.German Hospital
Federation), VYapyxema yHuBep3uTeTckux KinHHKa Hewmauke (enr.Association of
University Clinics in Germany), ®enepanHor yapyxema 00aBe3HOT 3IpaBCTBEHOT
ocurypama (enr.Federal Association of Statutory Health Insurance Funds), u

. . 42
npeacTaBHUKa MmanujcHara, 3a mTa j€ rnjiaHoM HpeI[BI/IhCH POK OJ ABC rOAMNHE. 8

Canpxuny Hanumonannor nmnana 3a perke 6onectu Hemauke (2013) yuHu U €0 Koju je
nocBeheH MjarHOCTULIM PeTKUX OOJIECTH, IIe Ce yKa3yje Ha 3Hauaj paHe JMjarHOCTHKE 3a

YKJbYUHBaWE y JPYIITBEHY M KacHUje Y MPO(EeCHOHATHY 3ajeHUIly JILA 00O0JeNnuX O]

24 pidem.
*2% |bid., ctp. 11.
28 |pidem.
“27 Ipidem.
28 Ibid., cTp. 12.
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perkux 6onectu. [Topen Tora, 300r BeIHKE XETEPOTeHOCTH PETKUX OOJECTH, yKa3yje ce Ha
HEOIXOAHOCT pa3Boja HOBUX M yHarpelheme nmocrojehux AMjarHOCTHYKUX METOA Y3 paj Ha
Behoj MHPOPMHUCAHOCTH 3PABCTBEHUX PATHUKA O PETKUM Gonecruma. 2 JlujarHocTruke
METOJIC BaH IIEHTapa 3a pEeTKe OOJIECTH BaKHE Cy 3a YTBphHHBamEe KOjU MAIHjeHT je
NOTEHIIMjaJTHO JHIle 000JIeNI0 Of peTKe O0JecTH, Te MOoceOHy MaXmpy Tpeda yCMEpUTH Ha
NpUMapHy 3]paBCTBEHY 3alITUTy U HEHY YyJOTy y paHoj aujarHocTuid. IlmaHom je
npeaBuhEeHo /1a ce y IEHTpUMa 3a peTKe OOJIECTH BOJIM €BUJICHIIM]ja O HAYMHY Ha KOjU je Y
MPUMapHO] 37PaBCTBEHO] 3allITUTH TAIMjJEHTHMa IIOCTaBJbEHA JIMjarHo3a, Kako O ce
CTEeKao yBHJ y €PUKACHOCT ITOCTaBJbaba JAUjarHO3€, T€ U3BPIIWIIC IPOIICHE U Ha Taj HAYMH
1oGoJbIIANA JIMjATHOCTHYKA TIPOLEAYpPa, Kao i caM MeTo. "’ OCHOBHH 3aXTEB y LHIbY
o0e30ehema onpeheHor HMBOA KBATUTETa Y OOJACTH AMjarHOCTHKE, Ka0 U JIeUeHha PEeTKUX
GOJIECTH jecTe HOHOLICHE IIPOTOKOJIA U Boxuya Jobpe kimHundke npakce. ™ [Iperopyka je,
Jla ce JIOHOIICHE MPOTOKOJIA U BOANWYA JOOpE MpaKce 3a peTKe 0OJIECTH MOBEpH Y IPYKEHY
MEIUIIMHCKUX HayuHuX apymrBa (eHr. Association of Scientific Medical Societies) u
Wuctutyry 3a Mmenuiacke Hayke (enr.Institute for Medical Science Management), koju cy
WHaue HaJJIC)KHU 32 JIOHOIIICHEC BOJNYA U CMEpHHUIa 1o0pe npakce y Hemaukoj Tako mro

. 432
he ce y OKBHpY OBHX HHCTHTYIIH]a OPMUpPATH TOCEGHO OIEIbebE 3 PeTKe 6omecT.

3a ucTpakxuBame Nopekiia (maroreHes3e) peTkux 00ecTH HajJakemeM MOryhux ydecHuka y
KIMHUYKUM HCTpakMBambHMa, Kao U paau ode30eherma KBaIUTETHE 3/IPAaBCTBEHE 3allTUTE
obosenux auIla BakKHA j€ W3paja peructpa perkux Oonectu. Y Hemaukoj] He mocToju
LEHTPaJIHU perucTap mnamyjeHara o0oJenux o] peTKUX O0JIECTH, AOK CY PEerHCTpU PETKUX
6onectu peTKI/I.433 OHM KOjU TOCTOje HEe TOKpHUBAjy YMTaBy reorpa)CcKy perujy U He
cazpxxe yHU(POpPMHE nonarke.*** 3aro je HamumoHasiHMM TIIaHOM TIpeABUNEHO YHOIICH:-E
CBUX nocTojehux perucrpa Koju ce oJHOce Ha peTke OojecTH Ha mocebaH BeO MmoTpan o

yrieny Ha peructap Opdanera. 3a GpopMupame U yrnpaBibame, a MOCEOHO pajau 3alITUTE

29 |bid., ctp. 27.
0 pidem.
! |bid., crp. 30.
32 bidem.
% |bid., ctp. 33.
3 1bidem.
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nojaraka T3B. ,,HallmoHamHUM perucTpoMm peTkux Oonectu* Oumhe Hammexan Komwurer
perucTpa peTkux GomectH, umje je ocHuBame npexsubieno Hammomanamm miamom.*®
[Mopen wu3pane pecucmpa pemxux 6orecmu, npenpul)eHa je U U3paga pecucmpa nayujeHma
ca pemkum Oonecmuma, ald W pecucmpa nayujeHmama ca HejacHum (OKGUPHUM)
Oujacrozama.**® Y3umajyhu y 063up 1a cy Heke peTke GOIECTH jaKo PETKE T3B. YITPAPETKE

. 437
Oonectu npenBul)eHa je U U3paja pecucmpa HecneyuduuHux pemkux o6oiecmu.

Hanmonanuu tutan 3a perke 6onectrn Hemauke (2013) naje mpaBHU OKBUP 3a pPErylvcame
MEIMIIMHCKOIIPABHOT CTaTyca JIUIa 00O0JENNX OJ] PETKUX 00JeCTH, U TpeBuha peIaTHBHO
KpaTke pOKOBE (IBE TOJMHE) 3a YCIOCTaBJ/bakhe JOJATHUX MEXaHHW3aMa H HUXOBY
UMIUIEMEHTAIU]y y mocTtojeh MpaBHU CHUCTEM ca IujbeM oOe30ehema monaTHe 3amTuTe
npaBa 00oenux Jguna. JJocTymHOCT U oAroBapajyhu KBaIUTET 3paBCTBEHE 3alTUTE, KAO
JEIHO O]l HajBOXKHUJUX MPHUHIIMIIA MEIUIIMHCKOT/3JpaBCTBEHOT TIpaBa, 3a JIMia 00oJIena o1
peTKux OOJIECTH OCUTypaHa je OCHHBAWmEM IIEHTapa 3a peTkKe O0O0JeCTH U HUXOBUM
YKJby4YHMBambeM y moctojehy Mpexy 3apaBCTBeHHX ycTaHOBa. DUHAHCHUpame TMOCEOHUX
3IpaBCTBEHUX YCIyra y IIGHTpUMa 3a pPeTKe OOJIECTH pEeryjaucaHo je y OKBHpUMA
nocrojeher 3akoHCKOTr (00aBE3HOT) 3APAaBCTBEHOI OCUTYpama TA€ je mnpenBul)eHo
3aKJbyYMBabE MOCEOHUX KOJEKTUBHUX YrOBOpa HAKOH JIOTOBOpa u3Mely mpeacTaBHHMKA
naiyjeHara, mpyskaola 3[paBCTBEHUX yciayra U (poHaa 3a 00aBe3HO, 3aKOHCKO OCUTYPAE.
OBakBa openda MoAsoKHa je KpUTHLM. JlMjarHocThuKa, Kao U cpecTBa jJeuewa (,,oppan™
JIEKOBH) 3a PETKE 0OJIECTH JaKO Cy CKyma 300T BUCOKHX TPOIIKOBA MCTPa)KMBama M Maje
npojaje, Te cBoheme HBHUXOBOr (UHAHCHpama M3 JONpHHOca Oe3 3HadajHOT mMoBehama
camMHuXx JOINpHHOCA, YUME ce (QUHAHCHpame CBOAU Ha (UHAHCHpame u3 Oylera HUje
OZIp>)KUBO permiewe. Kako cy eBpONCcKM CHUCTEMM 3paBCTBEHE 3allITUTE YKIbY4dyjyhu u
HEMAYKH 3J[PABCTBCHH CHUCTEM 3aCHOBAHHM Ha TPHHIIUITY COJUJAAPHOCTH W TIOKPUBABY
TPOLIKOBA 3ApPaBCTBEHE 3alITHTE ca LHUJbeM obOe3behema ,,paBenHe IeHEe W jeAHAKOT
MPUCTYyIA JIeuewhy, Kao Moryhe pemieme 3a OApKUBO (GUHACHPAE JTOJaTHE 3/PAaBCTBEHE

3alITUTE JUIa 00OJENNUX OJf PETKUX OOJeCTH y JUTepaTypH je MOoJp>KaH OOJMK jaBHO -

** |bid., ctp. 34.
436 B

Ibid., crp. 35.
7 bidem.
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NPUBATHOT TMapTHepcTBa wu3Mel)y npkaBe W mnpuBpenae u  ¢dopMmupame (HoHIOBA
comumaprocti.**® M3pana perucrpa peTkux GOIECTH, Ka0 H PErHCTpa 000IeINX OJ PETKHX
OoJiecTH 3HAYajHA je ca CTAHOBHUINTA MEIUIMHCKUX HayKa, y Wby YTBphHBama MopeKia
peTkux OOJIECTH W NMPUMEHE OJroBapajyhux MeToaa MpeBeHIMje W JIeUeHa, alld U palu
KiacupuKanrje peTkux O0JeCTH KOJUM C€ MOACTHYY HCTPaKMBama Kako y 00JacTu
MEAMIIMHCKUX TaKO M Y OKBUPY OCTAIMX HAyYHUX OOJACTH YKJbY4yjyhu W mpaBHE Hayke.
Knacudukanmuja Oonectu omoryhaBa Jakiie OINHUCHBAKE IIOJEIUHUX OOJIECTH H
nudepeHIpame 000JIeNINX JIMIa Kako OM ce YTBpIWIIC BUXOBE MOTpede W MpeIBUICITH
HAYMHH 32 3aIITUTY IpaBa, OJHOCHO CTBApWJIM YCIIOBH M 3a KIAaCU(PUKAIU]y O0O0JIEIHIX
JUIa, YAME CE€ OJIAKIIaBa pEryjicame HUXOBOT COIMjaIHONPABHOT CTaryca |
NPENO3HABAKE Y OKBUPHMA PAJHONPABHOT, MEIUIIMHCKOIPABHOT W CHCTEMa COIUjalIHE
3amTUTe y3umajyhu y o03up Kapakrtepuctuke ozapehene perke Oomnectu. [Ipensubame
perucTpa Juia ca HejaCHUM JrjarHo3ama (TJie OCTOjUu CyMba Ha peTKy 0oJect), Takohe, je
BXHO jep omoryhaBa TIpermo3HaBamke M OBE KATErOpHje, HHUXOBE pPABHBOCTH U
uaeHTuukanyjy crnenuGuuHuxX morpeda, HAPOUUTO y MorieAy uMHdopmanuja O JabuM

nocrynuuma y norjieany ocrBapruBamka COLII/IjaJ'IHI/IX IIpaBa.

Opn 3Hauaja 3a pajHONpPaBHMU CTATYyC JMIA OOOJNENUX OJl PETKHX OOJEeCTH KOJA KOjUX je
JIOLLIO 10 MaHU(ecTaiuje 6oaectu y BUAy GU3NUYKUX U/HIM MEHTAJIHUX omTehema Koja ce
MOTY KBATH(UKOBATH Ka0 MHBAIMANTET jeCy 3aKOHCKE oJjpeade o paJHONPABHOM CTaTyCy
nuna ca uHBanuauTeToM y Hemaukoj. ¥V Hemaukoj He mocToju yHUBEp3aidHa JAePUHUIIM]A
UHBAJIUANTETA, TE ce JePUHMULM]E PA3IUKYy]y Y KPUBHYHOM, I'pahaHCKOM U COLMjaIHOM
HpaBy.439 VY uniby ycBajama jeJMHCTBEHE Je(UHULIM]E MHBATUIUTETA Y OKBUPY COLIM]aTHOT
npaBa 2001. roguHe je nOHET HOBU 3aKOH O pexaOunuTauuju Koju 4uHHU |X Kmury
CouujayiHOT 3aKOoHa T/€ j€ 4YjiaHOM 2. mpeaBuheHO 1a ce JMIle cMarpa JIMIeM ca
UHBAJIUAUTETOM YKOJIHMKO CYy HeroBe (u3nuke (QyHKIHMje, MEHTaJIHE CIOCOOHOCTH WM

MCUXOJIOIIKO 3JpaBJbC TAKBU [1a BPJIO BCPOBATHO OILCTYHajy AYXKE 01 6 MCCCIIM O CTamka

KOj€ je TUIUYHO 3a TO YXUBOTHO J100a 300r uera je ydemrhe TakBOI JHIa y APYIITBY

% W. Budde, ,Healthcare funding: Rare diseases, a priority? AIMs proposals,* Pharmaceutical Law and
Policy 11:(2009), ctp. 340.

¥ Th, Dagener, ,, The Definition of Disability in German and Foreigh Discrimination Law,“ Disability
Studies Quarterly, Spring, Vol. 26, No. 2, 2006, ctp. 6.
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orpannueno.”’ Oncrymama y Buay omrrehiema 31paBiba ce CMATpajy HHBATHINTETOM
YKOJMKO OHA JOBOJE JO OTPaHHMYCH:A y BPUICHY OMIO KOje XMBOTHE akTmBHOCTH.''
BpemeHncku nepuoa o 6 Mecely ykasyje Ha TO Jia Cy MCKJbY4eHa OHa omrehema 3/1paBiba
(aOHOpPMATHOCTH) KOja Cy MPUBPEMEHOT KapaKTepa.442 CreneH MHBAIMAWTETA YTBphyje ce
y pacriony ox 20% no 100% omrehema, 3a unje yrBphuBame je HamiexHa Kanienapuja 3a
conmjarHa TUTama (HeM. Versorgungsamt) koja mocTyma Mo 3axTeBy, W OJIydyje Ha
OCHOBY BOXHMYa (CMepHHMIQ) 3a yrBphjuBame crereHa mHBammmurera.’” Jlnmy kome je
yTBpheH cTerneH uHBajaumuTera oa S0 W BUILE MpoOIeHATa JOJCIbYje Ce cmamyc auya ca
MewKuM UHeaIudumemoMm, 0K ce JTUIy KoMe je yTBpheH cTenen naBamuautera ox 30% mo
50% u xoje mma Temkohe y nmpoHaNaxemy WK OYyBamky 3arociiemha Ha JyKH BPEMEHCKU
nepuon yrBphyje mocebaH craTyc KOjU OAroBapa CTAaTycy JIMIA Ca TEHIKHM
WHBAJIMIUTETOM, C TUM JIa OBA JIUIAa HEMA]y TPaBO Ha JI01aTHY TuiaheHy HelleJby TOUIIEbET
0IMOpa, Kao 1 Ha Gecruiatan jasuu mpeos.*** [ToceGan craryc gaje mpaso JHIy KOME je
yrBpheH unBanuauTeT y pactony o 30% no 50% Ha nmomoh y Hanaxemy 3arociema, Kao
¥ Ha onpelieHa mpaBa Koja MHAdYe MpPHIAAjy JMIEMA €A TEIIKHM HMHBAIHINTETOM. "
Honomewem 3akona o pexabunurtanuju (IX kmura Coumjanuor 3akona) 2001. rogune,
couyjanHa noiuThKa Hemauke y morneny iwma ca WHBAIMIUTETOM OJ IPHUHIUIA
3aCHOBAHOT Ha Pa3JIMYUTHUM COIHMjATHUM JaBambuMa (MOJIMTHKAa KOMIIEH3allje) Koja Cy
IpeJicTaBbajla CBOJEBPCHY ,,HaKHaAy" 3a mUXOBO omreheme 3acHMBa ce W okpehe ka
NPUHIUITY TapTUIMIANUje (TTOJIUTUKA UHTETPAIFje) JIUIa ca MHBATUJAUTETOM Ha TPIXKHIITE
paza U y pagHy CpeAuHy, Tle je MPUMapHU LWJb PaHO OTKPUBAKE WHBAJIUAUTETA,
pexalOunuranyja, npekBanuuKanyMja W 3anollbaBamke JOK Cy COLUjalHAa JaBamba

npensuheHa camo y ciydajeBUMa TIJl€ HaBEIEHW MEXaHM3MM He Jajy oarosapajyhe

0 Ipidem.

*1 M. Koch, ,,Disability Law in Germany: An Overview of Employment, Education and Access Rights,*
German Law Journal, Vol. 10, No. 11, 2004, ctp. 1376.

“Z pidem.

“3 Ibidem.

4 F. Koch Davidovich, Integration of People with Disabilities at Work, The Knesset Research & Information
Center, 2010, ctp. 13.

2 bidem.
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pesyirare.**®  Ilpema  neduuummjn  Mebynapogse — opraHmsanmje  paga  IOX
npodeCHOHATHOM PEeXaOWIMTAIjOM TOJpa3yMeBa c€ KOHTUHYUPAHU U KOOPAUHHPAHH
nporec KOju YKJbydyje MpOIEHY paaHe CIOCOOHOCTH, MPO(ECHOHAIHO CaBETOBAME,
KPaTKOTPajHy U IyroTpajHy 00yKy, yCIyre OCPEI0oBama Y MPOHATIKEHY 3a0Ciieha, Kao
U Mepe T3B. MO3UTHBHE IUCKpPUMHUHAIMje y 00JacTW paja W 3amolljbaBamba JIMIA ca
MHBATHNTETOM Kako OM UM ce oMmoryhmmo ga mpoHaljy u ouyBajy 3amocieme.”t’ Vv
Hemaukoj nuia ca craTycoM JIMIa ca MHBAJIHIUTETOM WMajy NMpaBo Ha momMoh KojoMm ce
00e30chyje mWHXOBa WHTErpalyja Ha TPXKUINTE paja, IITO YKJbY4dyje KapujepHO
caBeToBame, NpodecnoHaiHy 00yKy, Kao W ojaropapajyhe HakHaje 3a MOCIOJABIE KOjU
3amounbaBajy Jmna ca maBammgaTerom.**® 3a mHma ca craTycoM TeIIKOr HHBATHIMTETA
npensubena cy cieneha mocebHa mpaBa: 1. mpaBo Ha mpodecuoHallHy HHTErpanujy y
OKBUPY KBOTHOT' cHcTeMa (CBH MOCJIOIABIIM, KAaKO y JABHOM TaKO W Yy MPUBATHOM CEKTODY,
KOju 3anonubaBajy 20 u BHIlle pagHuKa, Tpeda 1a 00e30ene 5% yKymHuX pagHuX MecTa 3a
JUIA ca TEHIIKUM WHBAIHIATETOM, JOK Yy (helepaTHOM jaBHOM CEKTOpy obaBesa je 6% on
YKYITHUX PaTHUX MECTa 3a JIMIa Ca TEIIKAM HHBaIuauTeToM. [locimomaBiy Koju He
MIOCTYIIE TI0 OBOj OJpeadu y obaBe3u Cy Ja Iiate ojapeheHy HOBYaHY cyMy Ha MECEUYHOM
HUBOY 32 CBakO paJHO MECTO, JOK ce HoBal o00e30eheH Ha OBaj HAYMH KOPHCTU 32
npuiarohaBame Mecta pajna moTpedama JHila ca MHBAIMAUTETOM); 2. MPaBO Ha 3a0paHy
JTVCKpUMUHAIMjE Ha OCHOBY WHBAIMINTETA TAE j€ TpeABHl)eHO /1a MHBATUAUTET HE MOXKE
Jla TIpeJICTaBJba PA3Jior 3a HE3aCHUBAKE PAIHOT OJJHOCA; 3. MpaBoO Ha ojAroBapajyhe yciose
pana, rie je npensuheHo Ja JIMia ca TEUIKUM WHBAJTUIUTETOM 3aCHUBA]Y PAJIHH OIHOC IO
ycJIOBHMa KOJju MM omoryhaBajy Ja y MOTIIYHOCTH OCTBape CBOj€ CITIOCOOHOCTH, OJHOCHO
o0aBe3a je mocioaaBaia ja obe3dene npuiaarohaBame MecTa pajaa rnorpedama OBHUX JIHIIA.
YKOJIMKO TakBO TpuiarohaBame MpeACTaB/ba 3HAYAJHO BEIMKH M3JIaTaK 3a MOCIIOMABIIE,
Ie0 WM JIe0 TpOIIKOBa TmpuiarohaBama Owhe 1uraheH W3 HOBYAHUX CpelCTaBa
00e30eheHnxX Ha OCHOBY HOBYAaHHMX Ka3HM OHHX IIOCJIO/IaBalla KOJU HHCY HCIYHUIIU

MpoMHCcaHy KBOTY; 4. IpaBo Ha TiaheHu ToAUIIKBE 0AMOp yBehaH 3a jeHy paaHy HeAesby,

8 R. V. Burkhauser, M.C. Daly, ,,Disability and Work: The Exsperiences of American and German Men
FRBSF Economic Review, Number 2, 1998, ctp. 18.

“7 D, Mont, op. cit., ctp. 25.

8 . Koch Davidovich. op. cit., ctp. 13.
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Ka0 ¥ IIPaBo Jia Ha BbUXOB 3aXTeB Oyay ocno0oheHu o1 mpeKoBpeMEHOT paaa (paj TyKu OJ1
8 vacoBa aHeBHO). LIk 0BUX ,,jomaTtHUX mpaBa“ (edr. Unique Rights) jecte oaprkaBame
noctojeher 3apaBCTBEHOT cTama, Kao W 00e30eheme momaTHOr CiI000JHOT BpEeMEHa 3a
UHTETpaIUjy y JIpyre XUBOTHE OOJIACTH; 5. MpaBO IMOCIIOaBala KOjH 3arocie JHia ca
TEIIKUM WHBAIMIUTETOM Ha cyOBeHIMje. JIuma ca TemKUM MHBAJIMIUTETOM KOja Hauiiase
Ha Temikohe y MpoHaNaXemy Mocia 300r HUXOBOT (PU3MUYKOT CTama, TOJAWHA WIH W3
JIpYTUX pas3jora UMajy MpaBoO Ha IOAATHY MOMON y 3alolbaBamky y OOJIMKY CyOBEHIIHja
KOje C€ J0JeJbyjy OHHUM TIOCIoJaBIMMa KoOju ux 3amociie. CyOBEHIHMje, y HEKHM
ciydajeBuMa, uzHoce 70% muate ucruiaheHe 3amociIeHOM Y TEpPHOAY Ol TPU TOJIWHA.
Cyo6Bennuja 3a nepuox ox 60 mecenu ce 00e30ehyje 3a 3amonubaBame JUIA Ca TEHIKUM
WHBAJIMIUTETOM KOja uMajy rpeko 50 rofuHa )HUBOTA, IOK ce cyOBeHIUja 3a nmepuo o1 96
MECEIIH JI0/IeJbYj€ 3a 3alON/baBambe JIMIA Ca TCIIKUM WHBATUAUTETOM KOJU UMajy TPEKOo 55
roguHa >kuBoTa. llocnomaBum ocTBapyjy TpaBO Ha CYOBEHIHjE€ CamMoO YKOJHKO CYy
wcromrroamu cucrem kBota.**® Jluia ca TeIIKMM MHBATHANTETOM IpeMa 3aKOHY YKHBA]y
U TPaBO Ha MOCEOHY 3allITUTy O] OTIyIuTama. [locnonaBiu cy y obaBe3u Ja mpe oTkasa
yroBopa o0 pangy Jno0ujy omo0peme Kanuenapuje 3a wuHTerpamujy numa ca
MHBATHUTETOM (uem. Integrationsamt), xoja y mocTynky yTBphHBama CBHX OKOJHOCTH
1oJ KOjuMa JI0Jla3d 10 TNpecTaHKa pagHOr OJHOCA JIMIA Ca TEIIKUM WHBAIHIUTETOM
yTrBphyje uHTEepece o0e cTpaHe, U Mpolewyje Ja Ju je Moryhe nuily ca MHBaJIUIUTETOM
00e30eIMTH HacTaBaK paJHOr OJHOCA ITpeMa MOCeOHUM yCIOBUMA y3uMajyhu y 003up IHb
3axona.””! Kana Kanuenapuja 0106pu oTka3 yroBopa 0 pay W3 ONEPaTMBHHX pas3jiora, u
KaJa BUIIE JIMIA Ca WHBAIMIUTETOM pajJe Ha HCTHM pPAaTHAM MECTUMa MPHIUKOM
OJUTydnBama (CeJIEeKIMje) O 0TKa3y yroBopa o paay u3Mely Bulle auia ca HHBATUIUTETOM
y3uMajy ce y o03up 4 couujanHa KpuTepujyma: 1. roAavHe >XKMBOTa; 2.BpCTa paJHOT
aHTa)KoBama - Jla JIM je paJiHd OJHOC Ha oApeheHo unu Ha HeoapeheHo Bpeme; 3. 1a u je

JUIe KOPUCHUK HaKHAJAa y OKBHUPY TMporpama COIlMjajiHe 3aIlThTe U nomohu; u 4. ga nam

*9 Ibid., c1p. 14.

®0Coumjananm 3akomom (IX kmura) mpemsuleHo je ocuuBame KaHuemapuje 3a MHTErpamujy IHma ca
MHBAJIMINTETOM, Kao areHIMje Koja je HaJJIe)KHa 3a 3allITUTY W NMPOMOLM]jy NpaBa JIMIA ca WHBAJIUIUTETOM,
Kao M 3a CIpoBoleme onpendu 3akoHa y moriely moceGHMUX IpaBa jauua ca uHBamugurerom. M. Koch, op.
cit., crp. 1375.

1 M. Koch, op. cit., ctp. 1382 — 1383.
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yXKHBA CTATYC JIMIA ca TEWKHM HHBammmureroM.’>’ Wmak, omoGpeme Kannemapuje 3a
WHTETpaIjy JIMla ca WHBAIMIWTETOM HE 3aXTeBa C€ y CIIy4ajy Kaja je pagHu OJHOC
3aCHOBAaH Ha MEPHOJ O 6 MECElU WM Mambe WK y CIy4ajy OTIYIITamba JIMIA ca TeIIKHUM
UHBAJIMIUTETOM OJf 58 roJMHa CTapoOCTH KOje MpHMa HaKHaJdy Ha OCHOBY COIMjaJiHE
nomolii, a He NMPOTHBH Ce mpecTaHKy pamHor ommoca.™ ITopex Tora, omobpeme Hiuje
HOTPEOHO M y CIy4ajy KaJa JIMIE ca TEIIKUM WHBAJIHIUTETOM OTKaXe PaJHH OJHOC, Ko U
y Cllydajy CIIOpasyMHOT IPECTaHKa PajHOr OIHOCA M3Mel)y 3aIocieHor u mocnonasua. ™
3akoH, Takohe, mpenBuha aa KO MOCIOJABalla KOjH 3alollljbaBajy 5 ¥ BHIIE paJHHKA 3a
TCIIKUM O6JII/IIII/IM8, HWHBAJIMAUTETA, pPadHULIU I/IMa_]y mpaBo Jga H3a6€py 3alliITUTHUKA
BUXOBUX npaBa (Hem. Vertrauensmann/Vertrauensfrau), ¢ Tum a To juie Moxe a Oyne u

. . 455
JiMie KoOJ€ HHJC JHMIEC Ca HHBAIUIUTCTOM.

[IpescTaBHUK JHIIA Ca MHBAIHAUTETOM
(3aLITUTHUK TIpaBa JIMI[A Ca HMHBAIMAWTETOM) 3aIyXKCH je 3a HAA30p HajJ IMPUMEHOM
3aKOHCKHX OJIpeIOM O 3allTUTH MpaBa JIMIa ca HHBAJUIUTETOM O] CTPaHEe MOCIONaBIA. 3a
JUIa ca TEIIKMM OO0JIMIIMMa WHBAIMIUTETa KOja HE MOTry, 300r mpupojae Oolsiect, na
MOCTaHy /IO pajiHe 3ajeIHUIle, 3aKOH NpeaBulja OCHUBAWmE MOCEOHHX pPaAMOHHIA (HEM.

Behindertenwerkstétten), rme je oBum nunuma omoryhen oapehen B mpodecroHanHe

o0yKe ¥ 3anolbaBamke y3 oarosapajyhy 3apa;1y.456

[Topen CouujanHor 3akoHa (kmura IX) mpaBHH cTaryc JuIla ca WHBATUIAUTETOM Y
Hemaukoj ypehen je u 3akOHOM O jeTHAKOCTH JIMIIA Ca WHBAJIMIUTETOM KOJU j€ YCBOj€H
2002. roguae. OBaj 3aKOH npey3uma AeUHULIN]Y UHBATUAUTETA capxany y ColujaTHoM
3aI<0Hy.457 3aKkoH 0 jegHaKocTH Juia ca nHBamuauteTom (2002) caapxku oapende koje ce
OJIHOCE Ha JeIHAKOCT XKEHa ca MHBAIUWIAMTETOM, OJHOCHO ojpende KojuMa ce MPHU3HAjJy
noceOHe MoTpede ’KeHa ca MHBAIUIUTETOM, OJpende o ymnoTpeOu 3HAKOBHOT jEe3UKa,
dopMmupamy (denepaqHOr HHTEpPHET CepBUCa M aJIMHUHUCTPATUBHUX (opMyiapa

npuiaroheHux JuIKMMa ca omreheHuM BHIOM, YKJIamamy Oapujepa y HPUCTYNYy jaBHUM

2 |pid., ctp. 1384,

3 |bid., ctp. 1383,

4 |bidem.

5 |bid., ctp. 1385.

8 Ipid., ctp. 1386.

" Th. Dagener, op. cit., ctp. 6.
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MHCTUTYIIMjaMa, Ka0 U jJaBHOM IPEBO3Y, jauyary OpraHM3alldja JUIA ca WHBAIUIAUTETOM,
yKIIamkamkby JAUCKPUMHHATOPCKUX OJpeAdH y MpomucHMa O paay, Kao U O OCHHUBABY
MHCTHTYIHjE 3aIITHTHAKA IPABa JINIA ca MHBATHANTeToM. 0 VIMaK, JUCKpIMUHALja JIHIa
ca WMHBAIMAWTETOM Yy OOJacTH 3amloll/baBama M paja HUje peryincaHa 3akoHOM O
jeaHakocTH nuna ca naBaauauteToM (2002) Beh 3akoHOM 0 pexabunutanuju Koju yuHu 1X
Kkipury CoIujaaHor 3aKOHA, T€ IMOTOWH 3aKOH IPE/ICTaBIba OIIITH 3aKOH KOJUM Ce yKa3yje

459
Ha noceOHe HOTpe6e " YyBOJC rnoceoHa IIpaBa Jinlia ¢a NHBAJIUJIUTCTOM.

Commjanmau 3akoH (kmura |X) mpaBu pasnuky  wu3mel)y aBe kareropuje jamma ca
WHBAJIMIUTETOM, OJHOCHO OHA Ca JIAKIIMM W OHA Ca TCHIKUM OOJUIMMa WHBAIUAUTETA 32
Koje mpenBubha paznuky y obumy mpaBa. [lopen Tora, ommra AeQUHHIMH JUla ca
WHBAIMAUTETOM HarJlallaBa OJACTYIAambe 3/IpaBjba TAKBOT JIMIIA OJ] HOPMAIHOT CTama 0e3
no3uBama Ha omTehema, TOK Cy TEMmKH OONWIM WHBATUAWTETa JAeHUHUCAHU Y
CMEpHHIIAMa KOj€ Cy CAUMHWIA MEIUIMHCKH W TPaBHH CTPy4Ymalld, U Yy KOojuMa je

460 :
N3 oBako KOHIUIINPAHEC ,Z[e(i)I/IHI/IHI/I_]e TCHIKOI' UHBAJIMAUTCTA

HaBeJleHa JIucTa omrehema.
(;ucta omrehema) MOXKE Ce 3aKJbYYWTH Jla OHA TIOKPHMBA W MPYyXKa JOJATHY, MOCEOHY
3alITHTY caMoO 3a JIMIa ca TPeHYTHHM omrtehemrMa, T€ J1a ce He OJHOCH Ha OHa ca
OynyhuMm WM TPETNOCTaB/LEHHUM HHBATUAUTETOM (omiTehemeM), MITO 3HA4M Jla Ce He
OJIHOCH Ha JIMIIa ca PEeTKUM OosiecTUMa KOJ KOjUX jOII YBEK HHje JIOLUIO 10 MaHU(ecTaluje
6onectu. McTo Baxku ¥ 3a oniuty JedUHULU]Y HHBAJIUAUTETA TJE€ CE 3aXTeBa OJCTYNAmbE
0]l HOPMAJIHOT 3JpaBCTBEHOI cTama (IITO OM MOIVIO Ja yKa3yje M Ha OJCTylama Yy
TeHETCKO] CTPYKTYpH), aJIH C€ Jajbe 3aXTeBa Jla OCTOje€ OrPaHNYEHA Y BPIICHY KUBOTHUX

AKTHUBHOCTH, IITO KOJ OBHX JIMIIA 00MYHO HI/Ije cnyqaj, TaKO Ja OHa TaKoO OCTajy HU3BaH OBC

nedunuIAje.

Y Hemaukoj He OCTOjU perynaruBa Koja ypehyje JUCKpUMHMHALIM]y HA OCHOBY T€HETCKHUX
nH(popmalja, JOK CE€ TEHETCKO TeCTHpame IOMHIEe Yy TMpaBHO HeobaBe3yjyhum
JOKYMEHTHMa, IITO je ciaydaj BehuHe apkaBa EBporcke yHHje, B TO y JIOKYMEHTY IMOA

Ha3UBOM ,,] eHeTCKa ujarHos3a npe U HaKoH TpyAHOhe™ U y TOKyMeHTY ,,IIpaBo u etuka y

8 M. Koch, op. cit., ctp. 1374,
% Th, Dagener. op. cit., ctp. 6.
0 Ipid., cTp. 9.
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MOJICPHO] MEIUIIUHK" y3 YKa3UBambE J1a TEHETCKO TECTHPAhE jJeAUHO MOXE Ja Ce KOPUCTH
y MEAMIIMHCKE CBpXE, T Ja je 3a0pameHO CIIPOBOhEHE TeHETCKOT TeCTUPakha Ha HAYMH Ha
KOjH ce KpIue Jby/IcKa IpaBa min Bpeha spyncko gocrojanctso.*® [enercko TecTHparme Ha
MECTHMa pajia CIPOBOJE IMOCIOAABIM y LUbY o00e30ehema 3amTute 3apaBba U
6e30eIHOCTH Ha paiy,’ >’ JOK yCIOBJ/bABAMmE 3aCHUBAGA PAJHOT OXHOCA IPETXOIHHM
TFCHETCKUM TECTUPAEM IIpE/CTaB/ba IMOBPEIYy OCHOBHOT COLMjAIHOT MpaBa, IpaBa Ha

(mocTojaHCTBEH) pal.

1 0. Varga, S. Soini et al., op. cit., ctp. 5-6.
462 |pid., cTp. 6.
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Il CTATYC JIMIIA OBOJIEJIUX O/l PETKHUX BOJIECTH
CA CTAHOBHUIITA PAJHOI' U COLITUJAJIHOI ITPABA

1. KJIACUPUKAILINJA JIMIA OBOJIEJIUX Ol PETKHUX
BOJIECTU ITIPEMA I'EHETCKOM CTATYCY U YTULIAJY HA
PAZIHY CITOCOBHOCT

WHTEepAUCIUITMHAPHOCT KAa0 NMPUMApHU TPUHIMII Y UCTPAXKHUBAKY MPABHOI cTaTyca H
3amITUTE Jina 000JIeTNX OJ PETKUX OOJIECTH 3aXTEBao je MpOHAIaXeHme OoJrosapajyher
Mojiena Kiacudukamyje Juna oOOJeNuX OJl PETKHX OOJECTH KOjU MOXKE Ja OATOBOPH
IpeMETY ¥ IIHJbY JJOKTOPCKOT UCTPAKUBakba, OJHOCHO aHAJIM3U CTaTyca U MEXaHHW3aMa 3a
3alITUTY TpaBa OBE JPYIITBEHE IPYyNe y OKBHPY PATHOT, MEIUIMHCKOT W COLHUjaJHOT
npaBa. CXogHO TOMe, Mmojena O00O0JeNuX JIMIAa MpeMa TeHETCKOM CTaTyCcy M YTHIajy Ha
paagHy CIIOCOOHOCT YMHHU C€ HAjIpUXBATFUBUjOM. Petke Oomectu cy y 80% ciryuajeBa
[EHETCKOT OJHOCHO HACIEAHOr IHOpeKia’® mTo omparaBa KiIacHpHKAIHMjy 0GONEIHX
npemMa reHeTckoM cratycy. [lopen Tora, y3umajyhu y 003up, OCHOBHU IMJb UCTPAKUBAHA —
aHAJIN3Y PaJHOIPaBHOT, MEAMIIMHCKOIIPABHOT U COLMjAJTHONPABHOI CTaTyca, KPUTEPHUjyM
pamHe crocoOHOCTH, UMa oJipeheH 3Hauaj jep mopena yTBphuBama paJHONpPaBHOT CTaTyca
pa3IMUUTUX KaTeropuja Jnia o0oJieTuX O/ PeTKUX OolecTH oMoryhapa W carieiaBame U
aHaIM3y CcTaTyca ca CTAaHOBHUIITA COIMjajHe 3allTUTe 3a OHE o0oJene Koju cy
KBATHM(UKOBAHHU Ka0 TOTIIYHO pagHO HecrocoOHa iuma. Kputepujym paaHe crmocoOHOCTH
0J1 3HaYaja je W 3a aHAIN3Y PaJHOMPABHOT CTaTyca JIuIa 000JIENTUX OJ1 PETKUX OOJIECTH KOje
Cy JIOBeJIE 10 MHBAIHMIUTETA, KA0 MOCEOHO 3amTuheHe KaTeropuje 3arnocieHuX, y MOrieay
onpehuBama mNpuUMEHE OMIITUX WIM TOCEOHHX Mepa 3a HHTerpanujy Juia ca
WHBAIMAUTETOM Y paJHy CpeIuHYy, OMHOCHO yTBphuBama na nu he 3amonubaBame M paj
JIWIIa ca MHBAJMIUTETOM 3aXTEBaTH MpHIarohaBame MecTa M yclioBa paja morpedbama oBuX
nvma win he ce 3amonubaBamke W pajl OJBHjaTH MpeMa ONIITHM YCIOBHMAa KOjH BaxKe 3a

ocraie 3amocieHe. Ca Apyre CTpaHe, aHajin3a crtaryca JIMla oboenux O PCTKHUX OoecTu

%3 M. Yaneva-Deliverska, op. cit., ctp. 118.
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y OKBHUPY MEIHMIIMHCKOI IpaBa ojBujalie ce HE3aBUCHO O HUXOBE PajJHE CIIOCOOHOCTH,
OJIHOCHO yTBpheHOr craryca 3amociieHux (OWIo y3 MpUMEHY OMIITHX WIH TOCeOHMX
yCJI0Ba 3amoll/baBama U paja) WM KOPUCHHKA CHCTeMa COIMjajIHe 3allITUTE jep OBa JIHIa
y oba ciydaja WMajy CTaTyC KOPHUCHHMKA 3IpPABCTBEHE 3allITUTE, OJHOCHO CTaTyC

naryjeHara.

Kana ce xaxe perke 6ojecTn 0OOMYHO ce MHCIH Ha TeHETCKe, HacaenHe Oosectu (6onectu
Koje Ccy TocleAWiia  jeJHe WIM  BUIIE  TEHEeTCKUX WM  XPOMO3OMCKHX
aHOMasuja/abOHOPMAITHOCTH, OJHOCHO TEHETCKHX Maidopmanuja). Mehyrtum, mocroje
UCTpaXMBama Koja yKa3yjy Ha TO Jia peTKe 00JecTH MOTy HacTaTH M Kao IMOCIeIUIa JOIIer
JKHBOTHOT OKpyXKema,'™! ma ce 3aTo cMaTpa ga Cy Heke peTke GOJEeCTH Y3POKOBAHE
(akToprMa JKMBOTHE U pajHE CPEIAMHE Maja Cy JOKa3u JOCTa OCKYIHU U OOUYHO C€ BEXKY
3a KOHKPETHY, NOjeIMHAYHY PETKy OosiecT, y3 cBe denthe TBpame Aa je BehuHa Oonectu
caBpeMeHOI' 700a IoClenulla y3ajaMHOT JIeJIOBaba TEHETCKUX U (haKTopa >KUBOTHE
cpemmne.*® Tlonasu ce ox Tora na je pusuk o1 HacTaHKa oapeljeHe GOIECTH YCIOBIBCH
TEHETCKOM CTPYKTYpPOM TIOjE€[MHIIAa JOK j€ caM HacTaHak OOJIeCTH, YKOJIMKO OHAa HHje
ypohjeHa, yCIOBJbEH, TO MpaBHIY, AEIOBAHEM OJHOCHO HHTEPAKIMjOM TEHETCKUX H
dakropa xuBotHe cpeune.’®® Kox perknx GonecTH, kKajaa TeHETCKO MOPEKIo oapelere
peTke OosiecTH HUje YTBphEeHO (II0CTOje MPOMEHe WIIM HEJOCTAallM Yy TEHETCKOj CTPYKTYPH),
NPETIOCTaBJba CE JIa Cy OHE MOCIIEANIIA JeNoBaka (PaKTopa )KUBOTHE CPEeIMHE, C THM J1a Y
BehMHM CilydajeBa MOPEKJIO peTKUX OOJIECTH HUje MO3HATO, 300T Yera JlaHac UCTPAKMBamba
0 peTkuM OosiecTMMa y 00JacTH METUIMHCKMX M OWOJIOIIKMX Hayka HMajy 3a CBOj
TpUMapHH b yTBPHBAmE MOPEKIa 1 y3poka Tj. maToreHese W ernonoruje Gomecr.*’

Pan ce ocparnudaeda Ha pemkKe ceHenicKke 50ﬂecmu, OJHOCHO OHEC OonectH KOje HCKJbYUHUBO

HACTajy Kao MocieIula He1ocTaTKa Ui IIPOMEHE Y T€HETCKO] CTPYKTYPH I10jeNHIIA.

% v, Kodra, ,,Classification and codification of rare diseases,* Journal of Clinical Epidemiology 65 (2012),
ctp. 1126.

% K. Van Damme, Genetic testing in the workplace: the scientific aspects, Secretariat — General of the
Commission, Brussels, 2000, crp. 3, mocrymHo Ha: http://ec.europa.eu/bepa/european-group-
ethics/docs/publications/opoce_en.pdf

%8 D Clayton, P.M. McKeigue, , Epidemiological methods for studying genes and environmental factors in
complex diseases,“ THE LANCET, Vol. 358, October 20, 2001, ctp. 1356.

%67 Rare Diseases: understanding this Public Health Priority, op. cit., ctp. 4.
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Y HaydyHO] W CTPYYHO] jJaBHOCTH HE IIOCTOJH CarjacHOCT y Torjeay JaehuHHcama
CIOCOBHOCTH 3a Paji HUTH [OCTOjH 3BAHWYHA MEIUIMHCKonpaBHa neduammmja.*® Koruent
CIOCOOHOCTH, OJJHOCHO HECIIOCOOHOCTH TMOjeIUHIIA pa3MaTpaH je Y OKBUPHMa Pa3IHIUTHX
HAYYHUX OOJIACTH Y Pa3IMYUTE CBpPXE. Y OKBUPY MEIUIIMHCKE HAYKE y BE3H Ca aJICKBATHUM
KPUTEpUjyMHMa 3a OILIEHYy TakBe CIOCOOHOCTH, y3uMmajyhu y o003Hp, O KO0joj BpPCTH
CHOCOOHOCTH ce paau (MOCIOBHA CIIOCOOHOCT, pajaHa CHOCOOHOCT), JOK je 3a paaHo U
COLIMjAJIHO TIPaBO YTBpHHBamE pajHE CIIOCOOHOCTH pa3MaTpaHO Kao mperxoaHa dasa y
norJiefly OJIyddBama O MepamMa COIMjallHe CUTYpHOCTH Koje he ce mpumeHHTH Y
KOHKPETHOM CJIy4ajy, OJHOCHO Aa Jin he ce MpUMEHHUTH OMNINTe WM TMoceOHe, 3alITHTHE
Mepe pagHOT IpaBa W/MIM MEpe COLMjajHe 3allTHTEe a CBe ca IibeM o0e3z0ehema
onpeheHor HHMBOa couujaiHe curypHoctu Tpahana. CrocoOHOCT 3a pajx y KOHTEKCTY
colMjaiHe CUTYpHOCTH JeduHumie ce monazehu ox mpemnpeka ca kojuma ce cycpehe
NOjeIMHALl y TOTJIEAY HeroBHX MOTYNHOCTH Ja 3apaad 3a JKMBOT IIyTeM CIIO00IHO
n3abpanor mialieHor paja, ysumajyhu y o63up Gomecr win mBamuaHoct.’® [lanac je
HAIMYIITEHO MEIMIIMHCKO CXBaTame CIIOCOOHOCTH, OJTHOCHO HECHOCOOHOCTH 3a paj, Te je
BENMHCKO CTAHOBMIITE Ja KaKO OOJIECT TaKO M WHBAIMIHOCT HE JOBOJE CaMe 10 ceOu JI0
Ipernpeka 3a pajHO aHTAKOBamkE IOjeJMHIA allid, Kajla je TO Cclydaj, OHJa Ce MOXKe
TOBOPUTU O oapeheHom o0IMKYy HECTIOCOOHOCTH 3a pazL.MO Cnoco6HOCT 3a paj ce 1eHH
nonazehn o MelhycoOHOCT cajiejcTBa 3IPAaBCTBEHUX KapaKTEPUCTHKA T10jeIUHIIA,
KapaKkTepUCTUKa paJHe cpenuHe W mocrojehux Oapujepa, Kao M 3axTeBa PaJHOT MECTa,
OIHOCHO KOHKPETHHX pamHuX 3amaraka.’’’ OmHoc m3Meljy HaBeIGHHX KapaKTEpHCTHKA,
OJIHOCHO (pakTOpa KOjHU YTydy Ha pPaJHy CIOCOOHOCT/HECIIOCOOHOCT j€ NWHAMHYAH U
MPOMEHJBUB, INTO Yy BEJIMKO] MEpH, OTeXaBa yTBphuBame U JAcPUHUCAKHE paJHE

72

CI'IOCO6HOCTI/I.4 TpaI[I/H_II/IOHaJ'IHO, HaCTylame HECIIOCOOHOCTH 3a pax mnOpeAcTaBJba

OCHOBHHM IIPaBHU YCJIOB 3a OCTBAapHBamk€ IIPaBa Ha HAKHAIY 3apajie y Cllyyajy HacTylama

“%8 M. Bertilsson, Work capacity and mental health — the phenomena and their importance in return to work,
doctoral thesis,Department for Public Health and Community Medicine, Institute for Medicine, University of
Gothenburg, Gothenburg, 2013, ctp. 3.

*9 Too Sick to Work? Social Security Reforms in Europe for Persons with Reduced Earnings Capacity, S.
Devetzi, S Stendah (ed.), Kluwer Law International BV, The Netherlands, 2011, ctp. 2.

% Ibidem.

™1 M. Bertilsson, op. cit., ctp. 4.

2 Ibidem.
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COLMjalIHIX PH3MKA — OOJECTH, HHBATHAHOCTH WM TOBpeae Ha paxy.’ > OBO 3HAuYM 1a
OCTBapMBam-¢ IpaBa Ha HAKHALY 3apajie y ClIydajy HAcTymnama COLHUjAIHUX PHU3UKA Y
BEJIMKO] MEpPH 3aBUCH O] TpaBHE AcPUHUIIM]Ee U TpuxBaheHOr KOHIENTa OOJECTH |
MHBAJIMIHOCTH, OJTHOCHO y BE3M ca HhHMa, U of npuxBaheHe aAeUHUIN]E HECHIOCOOHOCTH,
OJHOCHO CIIOCOGHOCTH 3a pax W y jJatoM mpaBHOM cuctemy.'> M3 pasmora
KOMIIJIEKCHOCTH OLIEHE paJHe COCOOHOCTH, a paJu YKJbyuuBama mTo Beher Opoja jbyau y
npodecroHaTHy W JPYIUTBEHY 33j€HUI]y ca LHMJBEM CMambemha HEe3aroCICHOCTH,
CHpOMAIITBA U JAPYIITBEHE HUCKJbYYCHOCTH MOjEeAMHUX MAHHCKUX JIPYIITBEHUX Ipyma, Te
NOJCTHIIaba M U ayTOHOMHOT OJJTyddBama M JIeJIOBama, JaHAC CE yCTAaHOBJbABA BHIIE
00J1Ka CrIOCOOHOCTH, OJJHOCHO HECITOCOOHOCTH 32 pa (IpUBpeMeHa HECITIOCOOHOCT 3a paj,
IOBPEMEHa HECIIOCOOHOCT 3a paj, JeIMMUYHA CHOCOOHOCT 3a paj, TpajHa, TeUlKa |
MOTIIyHa HECMOCOOHOCT 3a pajd) 3a Koje ce mpensubajy pasnuyuTH OOIUIM COIMjasiHe
MOJIPIIKE TJIe JOMHUHHPA]Y Mepe MOJUTHKE 3aN0IbaBaba y BUIY OApe)eHUX ONaKIIuIa 3a
npodecroHaTHy MHTErpalujy, T0K ce Mepe KOMIIEH3allMje y BHUIy HakHazae 3apaie, Kao
Mepe COIMjaJiHe TOJIUTHKE, MPUMEHY]y TeK YKOJIUKO je HHTerpanuja Hemoryha wumu
npahena 3HatHMUM (uHaHCcHjckuM Temkohama. Hamme, camo y ciiydajeBUMa TEIIKHUX,
030MJBHUX, TOTIIYHUX W TPajHUX 3JIPaBCTBCHUX cTama (omrehema) npuMemyjy ce mepe
COIIMja]THE 3allTUTE THE je IUJb 00e30eheme MPUCTOJHOT HUBOA €KOHOMCKE U COIIMjaTHE
CHUTYpHOCTH, JIOK C€ y OCTaJIMM CiIy4ajeBuMa, TpeaBuha CUCTEMCKa MOJIPIIKA y OKBUPY
HOJIMTHKE 3aIolJbaBarba U pajia, y3 IpUMeHyY ClIa0MjuX WU jauuxX Mepa U CTyMUJaluja, ca

UJbeM Ja ce MojequHIuMa moroheHuMm ojapehenum OosiecTUMa WM HMHBATUIHOLINY

% T_ Erhag, ,,Incapacity for work : A National Legal Concept with Cross-National Functions,“ y Too Sick to
Work? Social Security Reforms in Europe for Persons with Reduced Earnings Capacity, S. Devetzi, S
Stendah (ed.), Kluwer Law International BV, The Netherlands, 2011, ctp. 21.

47 [Janac ce cBe BuIe TOBOpU O peleduHHCAmY U ,,pEKOHLENTYTH3ANUjH " TPaJUINOHAITHUX COLN]ATHIX
pu3uka - OoJiecTd 1 WHBAJIMJIUHOCTH, U BlbUXOBa 3aMCHA CHOCO6HOIth, OAHOCHO HCCHOCO6HOIth 3a paJ uTo
CC oOmpaBJaBa HAIylITakbEeM TPAJUIIMOHATIHOI, MCAWIHWHCKOI pasyMEBarba HWHBAJIUAUTETA U 00JIECTH KAO0
JUYHUX Tpareivja W jeAWHHWX IIpenpeKka 3a yKJbYUHBame IOjeAnHaNa Y JAPYIITBEHY W NPOQecHOHAIHY
3ajennuny. Ibid., cp. 3.

> |bidem.
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0o0e30enu mnpwiarohaBame paJHUX MeCTa U YCJIOBa paja W aKTHUBHO Yydemhe y

I 476
npoheCHOHAITHO] 3ajeTHULIH.

Jluna obonena on peTkux Oosnectd, y3umajyhu y o03up HBUXOB T€HETCKH CTaTyC, MOTY ce
MOJICNIUTH y NIBE rpyrne — 1. 3IpaBH HOCHOIM TMATOT€HUX reHa M 2. OOJECHU HOCHOIH
NaTOreHUX I'eHa. 3/IpaBM HOCHOLM MATOTCHUX T'eHa jecy JIMIA KOJ KOjUX joIll YBEK HHje
nonuio, a Moryhe je na u Hukana Hehe mpohm 1o mMaHudecranuje 60JIeCTH amu KOJA KOjHX
nocroje oxpeheHe mpoMeHe y TeHETCKOj CTPYKTYpH 300T dera cy oBa JIHIla MOTIYHO PaJIHO
crocoOHa. Y 1uJby 3aIUTUTE MpaBa Ha pajay U y BE3H ca paJoM OBE KaTeropHje HEOIMXOIHO
je ocurypatu 3a0paHy T€HETCKE NUCKPHUMMHAIM]EC MPHIUKOM 3alolllJbaBamba U Ha paiy.
[Topen ®wUX, 37paBU HOCHUOIIM ITATOTEHUX I'€HA jeCy M OHA JIMIAa KOJ KOjUX je JONUIO JIO
MaHu(ecTanuje 00JIeCTH K je MPUMEHOM OAroBapajyhe Tepanwuje OUIo oaMax Ha pohemy
WIN KaCHHUje TOKOM JKMBOTA CIPEYEHO J1aJhe HAIPEI0Bame 00JIECTH, T€ CE OBa JIUIlA Halase
y (a3u MOTIIYHE PEMUCH]E, ITO UX YHUHH TOTIIYHO PAJHO CIOCOOHUM, C THM Jia CIaaajy y
PHU3UYHY 3JIPaBCTBEHY IpyIly 300T Yera je moTpeOHO MOCeOHO OOpaTHTH MaXKky Ha YCIOBE
paza, Kao ¥ Ha Mepe 3alITHTE 3/paBjba W 0€30€THOCTH Ha paay ca HUJbEM CIpevyaBama
NIOHOBHE TI0jaBe Oonectu. Jpyry rpymy oOonenux ynHe 00JIECHU HOCHUIM MAaTOreHUX TeHa,
OJTHOCHO OHa JIMIIa KO/ KOjH je JOILIO A0 MaHudecTalmje peTke 00JecTH y BUAy HaCTaHKa
Gbu3MYKOT W/HUIU MEHTAIHOT omrTehema Koje ce MoXKe KBATU(UKOBATH KAaO WHBATUIUTET,
T€ C€ OBHMM JIMIIMMA MPHU3HAje CTaTyC JIUIa ca MHBATHIUTETOM. JInia ca WHBAIMAUTETOM
ce cMaTpajy NoceOHOM KaTeropujoM 3allOC/IEHUX U OHA y’KHBajy IIPaBO Ha MOCeOHE yClIOBe
paga u moceOHy, NOJaTHY 3aIUTHTy COIMjATHUX IpaBa. PamHa CrocoOHOCT OBHX JMIIA
3aBUCH OJ1 cTerneHa omrehema (MHBATMIUTETA) U O] BPCTE MOCIOBA MM 3aHHMamba 33 KOje
je nuie KBaau(puKoBaHO, U OHA MOKe OUTH MOTIyHA (oMoryhaBa 3anonubaBambe U paj 1Mnoj
ONILITUM YCIOBHMMA) WM JeIMMHYHA/OTpaHMyYeHa paaHa crnocoOHocT (omoryhasa
3aMonbaBambe U Pajl MO MOCEOHNM yCIioBHMa). bolecCHM HOCHOIM TATOTEHUX I'eHa jecy U
JMIA KOJ KOjuX je OosiecT MaHM(ecToBaHA y TaKBOM CTENEHY M OOMMY Ja OBa JiUIa He
MOTy J1a TOOHMjy HUTH J1a 33JpKe 3alloCiekhe HH 10 ONIITHM HHU 110 TOCEOHHM YCIIOBUMA,

MITO UX YMHU MOTIYHO PAJHO HECTIOCOOHWUM JIMIIMMA, 3a KOja je TOTpeOHO aHaIu3upaTh

*® Too Sick to Work? Social Security Reforms in Europe for Persons with Reduced Earnings Capacity, S.
Devetzi, S Stendah (ed.), Kluwer Law International BV, The Netherlands, 2011, ctp. 3.
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Mepe COIMjaIHe 3aIlTUTEe W MPEABUACTH MOryhe HaumHe 3a BUXOBO yHampehemwe. [lopen
Tora, ¢ OO3MpPOM Ha TO, Ja HUCTPAKUBAKE YKIbYUyje W carjiefiaBalbe W aHaIUu3y
MEIUIIMHCKOIIPABHOT CTAaTyca M 3aIUTHTE JIMIA OOOJIENHMX OJl PETKUX OOJIECTH NHTamba
Bol)ema 37paBCTBEHE MOJUTHKE U MEpe 3[paBCTBEHE 3aIITHTE OBE KAaTETOpHje IMAIMjeHTa
Ouhe mpenmer ucTpakMBama 0e3 003uMpa Ha TEHETCKH CTATyC WM pPagHy CHOCOOHOCT
obonenux JnMIa, OJAHOCHO 0e3 003Wpa Ja JU je ped O JMIUMa KOoja ce CMarpajy T3B.

3ApaBHUM UJIN 00IEeCHUM HOCHOLIMMa IIaTOI'CHUX I'€HAa.
1.1 TIIpaBo Ha (Z0CTOjaHCTBEH) pPaj JHIa 000J1eJIUX 0] PeTKHX 00J1eCTH

[lpaBo Ha pag TpeacTaBjba OCHOBHO COIMjaJlHO TIPaBO TapaHTOBAHO Yy CBHUM
Mel)yHapoaHUM, pernoOHaTHIM 1 HAIIMOHAJIHUM JOKYMEHTHMA O JbYICKUM npaBuma. [IpaBo
Ha paj OJUIMKYje KOMIUIEKCHOCT CAAPKHHCKHX eJIeMEeHaTa Te Ce€ TOjeAMHU CMaTpajy |
MOCEOHMM TpaBUMa, Kao MTO Cy MPaBO Ha CJIOOOJHO M3a0paHO 3aHMMALE U 3aIOCIICHC
(IUTO MOmpasyMeBa M CI0GOLY OMTYYMBaEma O MPECTAHKY paxa),’’’ IpaBO Ha MPHCTOjHY
3apany, MpaBo Ha OJroBapajyhu >KMBOTHM CTaHAAp]l, IPAaBO HA CUTYPHOCT M 37paBe YCIOBE
pana, IpaBo Ha OAMOpP M Pa30HOAY, NMPABO HA yAPYXKHBaWbE, IPAaBO Ha IITPajK, MPaBO Ha
coumjanny curyproct.*’® OCHOB TpaBa Ha pax jecTe JbYICKO IOCTOJaHCTBO Kao
OMIITEYOBEYAHCKA BPEIHOCT M Orjela ce y 3a0paHu NMPHUHYAHOr paaa (Hauesno cioboje
pana), jeIHaKo] JOCTYITHOCTH CBHX PaJHUX MecTa (3aHMMama) MOJ| jeHAKUM YCJIOBHUMA
(Haueno 3abpaHe AMCKPUMHUHAIIMjE), KA0O M 00aBE3W JpKaBe Ja CTBapa ycJIOBE 3a IyHO
sarociemse.’”’ Hadema Hayke pagHor mpasa (Hademo cioGoie paja, Hadeno 3abpaHe
JUCKpUMHUHAlLIMjE) caap’kaHa Cy y TNpaBy Ha (JOCTOJaHCTBEH) paJl, Ka0 OCHOBHOM
COLIMjAJTHOM TIpaBy, T€ ce Moke pehu ma mpaBo Ha paj Byde JISTHTUMHOCT U3 OBUX Hadelna,
OJTHOCHO OIIITEYOBEUYAHCKUX BPEAHOCTH KOj€ IOAATHO ,,YCIOKEaBajy™ CTPYKTYpY IpaBa

Ha pan. Haueno cnoGone pajga, kao u Haveno 3abpaHe AMCKpUMHHALIMjE Cy calpkaHa y

AL JoBanoBuh, Paono npaso, neto usname, Ciyx0Oenu riacHuk, beorpan, 2003, ctp. 115.

8 G. MacNaughton, D.Frey, ,,Decent Work for All: A Holistic Human Rights Approach,“American
University International Law Review, Vol. 26, Issue 2, 2011, ctp. 444.

9 B.A. Jlybapna, Paono npaso, Pacnpasa o docmojancmeenom pady u coyujannom oujanozy, ..., op. Cit.,
ctp. 275.
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CaBpEeMEHOM 3Hauelkhy TEPMHHA TIpaBa Ha JIOCTOJaHCTBEH paja INTO je IMOocIeanna
[IUBUJIM3AIM]CKOT HAMpPeTKa M pa3Boja HayKe PaJHOT IpaBa, TJe MpaBO MpaTH APYIITBEHA
KpeTama U MPOMEHEe Yy JAPYIITBY, T€ HOTpeOU Ja ce OArOBOPH HOBUM, CaBPEMEHUM

M3a30BHMa ca KOojuMa ce ApyiTBo cycpehe.

TpanunuoHamHo, TpaBO Ha paj Cce€ M3BOAM W3 Hauela clobode padda, Kao JeTHOT O
NpUMapHUX Hadena pamHor mpaea. Cnoboja paga ce cMaTpa UCTOPHJCKU CTapHjOM O
mpaBa Ha pajJ M HAcTala je Kao pe3ynrtar (paHIlycke rpahjaHcke peBonylHdje TAe je
JeKpeToM AJlap TMPOKJIAMOBAaHO Ja je CBako ciobomaH ga Oupa mo3uB KojuM he ce
6asutn.**® [IpaBo Ha pax mpoxiamoBaHo je TokoM Pepomynuje 1848. roause mox yrumajem
coumjammcta,*® 1ok je Bajmapckum yeraBoM u3 1919. roamHe IpBH IyT HPOKIAMOBAHO
IIPaBO HA paj Ka0 OCHOBHO JbYJCKO MPABO, IJIC j¢ paaHUYKa Kjlaca HacTOjana J1a y caapxkaj
OBOI TIpaBa YKJbYYHM INTO BHINE CBOJHX 3axTeBa 3a MOOOJBIIAKE YyCIOBa pajga y3
W3je/iHaYABAE [PaBa HA Paj ca NPaBOM Ha XUBOT.'*’PajHndka Kiaca je cioGomy paja
cMmarpajia JIeJioM TpaBa Ha paji MTo MoApa3yMeBa ciio00ly O/UTyYHBamka O 3aCHUBAbY ajlH

4
Y TIPECTaHKY paja. 83

CaBpemeHo MmelyHapogHO pajHO MpaBO KOje c€ pa3BHja IMOJ YTHIAjJeM H OKPHUIBEM
Mehynapoane opranuzaunuje paga (MOP) 3acHuBa ce Ha KoHyenmy 00OCMOjaHCMBEHO2
paoa (enr. concept of decent work) koju je mpBH HyT NPEACTaBJBCH Yy H3BEIITA]Y
reHepaiHor qupekropa MOP-a Xyan Comaswuja (Juan Somavia) 1999. ronune, na 6u ce
ycBajambeM Jlekmapaiuje o COIHjalHo] MpaBAu y MUJbY IpaBedaHe riodanmzaruje 2008.
TOJIMHE OBa] KOHIENT (hOPMaTHOIIPABHO yCTOJ'II/I‘H/IO.484 Tana je HarmameHo J1a TEPMUH
,»JJOCTOJaHCTBEH O03HauaBa paj KOju Mopa Ja OyAe NMPUXBAaT/BMBOI KBAJIUTETAa Y MOTJIEY
3apajie, yCIOBa paja, CHTYPHOCTH 3arlociera M mpasa.’> Jlekmaparja o COIMjalHoj

npaBau y 1uJby npaBeane rnobanuzanuje (2008) ycraHoB/baBa YeTHPH LUJba MpeaBul)eHa

80 |pid., crp. 279.

“*L bidem.

*82 1. Joamosuh, op. Cit., ctp. 118.

“53 Ibidem.

* G.Rodgers et al., The International Labour Organization and the quest for social justice, 1919 — 2009,
International Labour Office, Geneva, 2009, ctp. 223.

% G. MacNaughton, D. Frey, op. cit., ctp. 449-450.
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ATEHJIOM O [OCTOjaHTBEHOM paay — 1. mpomoluja 3amnolubaBama; 2. MOO0JbIIAE
COIIMjaJTHE 3aIlTUTE; 3. MPOMOBHUCAHE COIMJATHOT aujajora U 4. OoCTBapHBame MpaBa Ha
pany. OBH HIHMJbEBU C€ CMAaTpajy OCHOBHHM €JIEMEHTHMa JOCTOjaHCTBEHOr pana. [lon
3aIoNIbaBakbEM CE TOJJPa3yMeBajy He caMO TpaJUIMOHAIHE popMe pagHor onHoca Beh u

486
T3B. HEperyjaucaH paj, CaMo3alollbaBamke, Kao W pajg on Kyhe.

ITopen Tora,
JIOCTOjaHCTBEH paj] 3axTeBa U 00e30eheme oaroBapajyhux ycinosa paja, MpuCTOjHY 3apaja,
CUTYPHOCT Ha pajy ¥ 3/IpaBy pajnHy cpeaunHy. ColujagHa CUTypHOCT U CUTYPHOCT IIPUX0Jia
Cy, Takol)e, OCHOBHM €JIEMEHTH II0jMa JOCTOjaHCTBEHOT pPaja YHMjU HUBO 3aBUCH O]
cTeneHa pasBoja cake apxkase moceGHo.*® Coumjanuu aujanor™™ koju mpencTaBiba H3pas
npaBa paJHHKa JIa H3HECY CBOja MUIIUbEHa U OpaHe MHTEepece y MOy paja, Kao U mpasa
Ha pajay Koja Mojapa3yMeBajy clo001y yApyKuBama, 3a0paHy AMCKpUMUHAIM]E U 3a0paHy
OpUHYAHOT W Jiedjer pajga, Takohe, NpEeACTaBibajy BaKHE EJIEMEHTE KOHIIENTa
JOCTOjaHCTBEHOT pana. OBM IMIJbEBU/EIEMEHTH Cy HEOABOjUBH, Mel)yCOOHO MOBE3aHU U
3aBHCHU HITO OJroBapa yCIOBHMA y KOjUMa C€ CBET M JIPYIITBO JaHAC Hallasze, Kao U IHJbY
CMameha CUPOMAIIITBA, YKJIamamka HEejeJHAKOCTH M OCTBapema couujanHe npasnae. [IpaBo
Ha paJl c€ Ha OBaj HAYMH CTaBJba Yy LIUPH KOHUENT - Npasa Ha OOCMOjaHCmeEeH paod, Y3
HarjamaBame XOJIMCTUYKOT MPHHIHUIA OJHOCHO MOZeNa 3a JepHUHHCAE MpaBa Ha paj.
XOoMUCTHYKK TIPUHIMI Y 00jacTu Jpyackux mpasa (enr. holistic human rights approach)
ToBe3yje CBa JbYJICKA NPaBa y jeAWHCTBEHH CHCTEM M HE MOCMATpa MX MOjeIHHAauHO.">
OBaj TPUHIMI HariamaBa YHUBEP3aTHOCT, HE3aBHCHOCT M jE€AHAKOCT CBUX JbYACKHX
npasa.** VHomemeM TepMiHa ,,10CTOjaHCTBEH Y KOHIENT MpaBa Ha Paj WIHPH Ce 00HM

3allITUTE TpaBa pajJHUKa yuMe ce 00e30elyje u 3amrTura o] HOBUX, CABPEMEHUX PHU3HKA,

Kao IITO Cy CEKCYaJHO y3HEeMHUpaBame, MOOHMHT, CTPEC JJOK Ce MCTOBPEMEHO MPaBO Ha pajl

#8 Dh. Ghai, “Decent work: Concept and indicators,” International Labour Review, Vol. 142, No. 2, 2003,
crp. 113.

“7 |bidem.

8 OcHOBH coLMjanHOT AHjaIora Halase ce y CONMIAPHOCTH KOja je 3aCHOBAHA HA BPJIMHHM XyMaHOCTH H HA
KOMIIPOMHUCY KOjH TIPeJICTaBIba u3pa3 ciro0o e yapyKuBama i KOJIEKTUBHOT mperoBapama. Peu dualogos koja
NOTHYE M3 aHTHYKe rpuke (uiozoduje cnoxenuna je ox peun dua — asa u 10gos — cMucao, yrja CHHTE3a
3HaYM JopaciocT puBayna (y ciIydajy COLMjaHOT JHjajiora — COLMjaJIHUX MapTHepa) M JOyX Yy3ajaMHOT
MOIITOBamka U 3ajeuuiuTBa. Bume xox: b. Jybapna, ,,Coyujanrnu oujanoe u paono sakonooascmeo,’ PamHo u
COLIMjaTHO TpaBo - Yacomuc 3a TEOpHjy M MPaKCy pajHOTr M COLMjATHOT HpaBa, PajHO 3aKOHOAABCTBO Y
npakcu, 1/2007, Beorpan, ctp. 29-44.

8 3. MacNaughton, D. Frey, op. cit., ctp. 451.

0 |bid., ctp. 452.
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nedUHUIIe MO XOJUCTHYKOM MOJENY W TOocMarpa Kao J1e0 HIMper KOopIyca OCTaIuX
MOBE3aHUX COIMjaIHUX IpaBa — MpaBa Ha OOpa3oBame M IpaBa Ha 3aLITUTY 3ApaBiba.
XOJUCTUYKY MPUHIUI Y KOHTEKCTY JOCTOJaHCTBEHOI pajia 3axTeBa pa3Marpame paja y
OKBHPY OCTaJMX JbYACKHUX IIpaBa, HE CaMO OHHUX MpaBa KoOja ce MHHIM]ATHO jaBJbajy Kao
npumapia.*®! Ha npumMep, y by cripedaBama jgedjer paja, 3aK0oHOaBall Tpeba 1a y3me y
0031p HE caMO MUHUMAJIHE TOJUHE 33 3aCHUBAKE PAJHOT OJHOCA Beh M mpaBo JeTera Ha
o0Opa3oBame, MPaBO Ha 3AIUTUTY 3ApaBJba, IPaBO HA MOPOJAUYHU KHUBOT, KAO U MPaABO Ha
YUECTBOBAE Y APYLITBEHO] 3ajeAMHMUII, ' IITO BAXH U 3a OCTANC MAHHHCKE APYIITBCHE
rpyne. [IpuMeHa XOJUCTHYKOT MPUHIUIA Y 00JIaCTH JhYJCKUX TpaBa ONpaBIaBa yBohewme
TEpPMHHA ,,JJOCTOJAaHCTBEH pajx’ Tae TEPMHH ,,JOCTOJaHCTBEH O3HA4aBa OIIITY BPEIHOCT
KOja ce BPEMEHOM H3/[BOjHJIa U MHKOPIIOpHpaIa OCTalleé BPEIHOCTH Tj. ciaobony (ciobona
pana), jemHakocT (3a0paHa OUCKpUMHUHAIMje Yy OO0JIacTH 3aloll/baBalkba U paja) IITO
OJIrOBapa JaHAIIBIM yCIOBHMA Pa3Boja OPYINTBA, APKAaBE W MpaBa U UJbY CyoUyaBama ca
HOBHM, CaBpEMEHHUM M3a30BUMa. TH M3a30BH jeCy CTapeHmhe CTAaHOBHUIITBA, IIT00ANIN3a1Hja,

3 .
AJI1 U TI0JaBa HOBUX T3B. palbUBHUX

[10jaBa HOBHX CAaBPEMEHHX OOJIMKA IPUHYIHOT paga’
(BysHEepaOMIIHUX ) IPYIITBCHUX IPyla 4rja MOTpeda 3a OCTBApPUBAHEM OCHOBHHUX JbYJICKHX
nmpaBa 300T HEMOCTOjama OAroBapajyhnx MexaHw3ama 3a OCTBApUBAKE M 3AINTUTY THX
npaBa OCTaje HE3aJ0BOJbEHA M YMHHM OBa JIMIA 3aBUCHUM OJI JIP)KAaBE Ca TCHICHIINjOM

npernacka y CHpOMAIITBO.

Jlutia obGonena ox peTkux OOJECTH Y)KMBAjy CBa IMpaBa Koja MpaBHU IMOPENaK TrapaHTyje
ocranuMm Trpahanuma. IIpaBo Ha (ZOCTOjaHCTBEH) paJl HEU3OCTaBHO MOJpa3yMeBa U
OCTBapem-€ IMpaBa Ha 3allTUTY 37paBiba KOje j€ 3a OBa JIMIIA MPEMO3HATO KA0 MpPUMAapHO.
Mehytum, camo ocTBapeme NpaBa Ha 3alITHTY 3/paBJba 3a OBa JIMIA HHjE IOBOJHHO.
XOJUCTUYKU KOHIIENT y 00JIaCTH JbYJICKUX TIpaBa, KOjU je MPOMOBHCaH U JlekiapaiujomM o

COLIMjaJIHOj MPaBIU y LUJbY MpaBeaHe rnodanuszanuje (2008) MehynapoaHe opranuzanyje

1 Ibidem.

2 |bidem.

493 WzBemtaju MehynaponHe opranuzanyje pajga kpajem XX u nouetkoMm XXI noka3syjy J1a ce NpUHYIHH paj
y TPaKCH ¥ Jajbe OJp>Kao, MoceOHO y oONMKy AY>KHHYKOT pajaa, Kao M y oOiMKy T3B. KyhHOr porictBa —
MOCIIyre y NWJbY TOCTH3ama €KOHOMCKHX ILMJbEBA, WM Kao Ka3Ha 300T MICOJIOMIKOT, MOIMTHYKOT WU
BEPCKOT YBEpEHa, WM Kao TUCIUILIMHCKA caHKnuja 30or yuemrha y mrpajky u ap. b. JIybapaa, Paouo npaso,
..., Op.cit., ctp. 104,
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pana, IpeTnocTaBba Mel)y3aBUCHOCT, YCIOBJBEHOCT M jJEJHAKOCT CBUX JbYJICKHUX MpaBa,
noceOHO TIpaBa M3 TpyIe COIHjaHO-eKOHOMCKUX. [lopex Tora, meduHmnMja 3apaBiba
CBeTcke 37paBCTBEHE OpraHu3aije mopen pu3nyke u NCUXHUKe AJ0OpOoOUTH mpeaBuha u
3aXTeBa W COLMjAIHY NOOPOOHMT Kao €JIEMEHT 3a 3allTHTY 31paBiba 4oBeka. CormjaiHa
T00poOUT Mopa3yMeBa akTUBHO ydenihe y APYIITBEHO] aii U TPo(eCHOHAITHO] 3ajeTHUIIN
0e3 JMCKpUMHHAIMjE, OAHOCHO IIyHO OCTBapeme IMpaBa Ha (IOCTOjJaHCTBEH) paj 3a
JIPYIITBEHY TpyIy o0onenux ol peTkux Oosiectu. [IpaBo Ha (10CTOjaHCTBEH) pajl je jeaHO
OJl OCHOBHHX IIpaBa M3 TPYIE COIMjaTHO-CKOHOMCKHX, KOjeé C€ TeMeJbH Ha COIUjaJIHO]
npaBay W TOApPAa3yMeBa 3alITUTy EKOHOMCKHM cJa0WjuX JHIA, OJHOCHO HEONXOJHOCT
yOakaBamba €eKOHOMCKHX W COIMjaTHUX MOCJEIUIa JInOepaiHe EKOHOMH]jE IITO 3aXTeBa Y
KpajibeM Ja Ap:KaBe MOpajy JAOOMTH COLUjalIHYy I[I/IMCH3I/ij.4g4 CouujanHa auMeH3uja ce
orziena y obe3oehemy HEONMXOAHUX KUBOTHHX yCJIOBA CBUM rpahannma,*® yKIbYy4yjyhu u
aunrMa 00O0JIeNIMM OJ1 PETKHX OOJIECTH, IITO MOAPa3yMeBa OCUTYPamhe OCTBAPUBAmha MpaBa
Ha paj, NpaBa Ha 3aIUTHTY 3/ApaBjba M 0€30eIHOCTHM HAa paxy WTA. YK€ IOCMaTpaHo,

OJIHOCHO TpaBa Ha (JIOCTOJaHCTBEH) paj — MPaBo Ha pajl y HerOBOM LIUPEM 3HAUCHY.

3abpana JUCKpUMHHAILKM]EC y 00JACTH 3arnonjbaBama U Pajia, OJHOCHO HAYes0 jeAHAKOCTH
Kao BaXHO HAyelo HayKe pagHOr MpaBa M JE€O0 CaBPEMEHOI KOHIIeNTa IpaBa Ha
(TocTojaHCTBEH) pana 3a juna obosiena oA pPETKUX OOJecTH uMa BEIUKH 3HAYaj.
KOMIUIEKCHOCT M XETepOTeHOCT PETKUX OO0JIECTH, Kao MEAWIMHCKE KaTeropuje, y
onpeheHo] Mepu oOTekaBa YTBphUBaWme pagHONMPABHOT cTaryca oOOOJeNuX JIMIa |
perynucame MexaHn3aMa 3a OCTBapUBame MpaBa Ha (JI0CTOjaHCTBEH) pana. Jluia obonerna
0]l peTKUx OonecTu Mory, y3umajyhu y o03up npupoay M KapaKTepUCTUKE PeTKe OOJIecTH,
yCJIOBE paJHE CpeauHe, Kao M BPCTY TMOCIOBa 3a KOje je JHIle KBaTu(UKoBaHO, OWUTH
HNOTITYHO PaJiHO CIIOCOOHA alli ¥ paJHO CIIOCOOHa 1Mo oApeheHnM yclioBUMa y KOM CIIy4ajy
ce MOry NPUMEHUTH Mepe 3a 3allTUTy MpaBa Ha pagy M y BE3W ca pagoM JHIa ca
UHBaIUAUTETOM. JIWIla ca MHBAIMUTETOM Y)KUBA]y MOCEOHY, JOJATHY 3aIITUTY Y PATHOM

IpaBy, y3 U3pUUUTY 3a0paHy TUCKPUMHUHALIM]E [0 OCHOBY MHBAIMIUTETA. 3a I 00o0ena

4 11, Jopamosuh, ,,Vepadma myOckux u coyujarno-eKOHOMCKUX npaga y Mehynapoono, esponcko u nauie
paouo npaso,” PagHo n counjasHo mpaBo — Yaconmc 3a TeOpHjy M Ipakcy pagHOT M COLMjaJHOT IpaBa,
[IpomeHe y pagHOM ¥ COLIMjaTHOM 3aKOHOJABCTBY, 1-6/2006, beorpan, ctp. 10.
495 i

Ibid., ctp. 11.
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Ol peTKux OoyiecTH Kaga OoJieCcT He yTH4e Ha CTENEeH pajHe CIIOCOOHOCTH, caBpeMeHa
paJHa 3aKOHOJABCTBA, y IIMJbY 3aITUTE IpaBa Ha (JIOCTOjaHCTBEH) pai, mpenBubajy
3a0paHy IUCKpHUMMHAIMje 3alloCICHMX W JIMIA KOja Tpake 3aIlloCiielhe Ha OCHOBY
3paBCTBEHOI CTama. 3a0paHa AMCKPUMHUHALMje y OOJNacTH 3amolubaBamba M paja,
OJTHOCHO HA4YeJO jeJHAKUX INAHCH M IMOCTYyINama y 3alolubaBamby M paay MOJIpa3syMeBa
OCTBapem€ COLMjaJHE TMpaBA€ CXOJHO JIMYHO] MJApOBUTOCTH, KBalu(uKanujama,
npodecnonanunm 3acmyrama u gocturayhuma.’®® Tlpasmeme pasinmka Ha OCHOBY
npodecHoHaTHUX CBOjCTBA HHj€ CAHKIMOHHCAHO W TpeJCTaBjba M3pa3 npodecroHaiHe
KOHKYpEHIIMje KOja He TpeAcTaBjba IOBpPELy COLMjalHE TpaBlAe HHUTH Hayela
paBHOmpaBHOCTH rpabhaHa. Juckpumunayuja y obaacmu 3anoulbasarba U padd 3HAYA
HEJICTUTHUMHO NPaBJbeHE Pa3ifKa Ha OCHOBY JIMYHUX (IOJ, paca, 00ja Koe, MOJUTHYKO
OIpe/ieJbehe, WIAHCTBO Yy OpraHu3alndjamMa YKJbydyjyhum W pagHuyke, WHBAJIUIUTET,
KUBOTHO 71002, IMOBHO CTam€, IP>KaBJbaHCTBO, 3IPABCTBEHO CTAE, TEHETCKO CTamke) HE U
npo¢eCHOHATHIX CBOjCTBA Y CBUM BHJIOBHMA PAJHUX OJHOCA OJ 3aCHUBama JI0 MPECTaHKa,
yKJbY4yjyhn ¥ HaKkoH mpecTaHKa pagHOr OJHOCA, Y NOTJeny WHAWBUAYATHHX, Kao H
KOJIEKTHBHEX NpaBa 3amociennx.””’ JInckpuMiHaImja ce 3abpamyje y OQHOCY Ha yCIIOBE 3a
3amnonubaBamke W M300p KaHauaaTa 3a oOaBJbame oapeheHor mocia, yciaoBe paaa U cBa
npaBa u3 paJHOT 0JIHOCA, 00pa3oBame, 0CIOCO0IbaBAkE M YCaBpPIIaBamkhe, HAIPEAOBAKE HA
pajty, oTKa3 yroBopa o pamy.’® Pasmmkyje ce HerocpeaHa M MOCpeIHA AHCKPHMHUHAI]A.
Henocpeana auckpuMuHalnMja 3HA4M HapyllaBamke jeJAHAKUX INAHCH MM IOCTyHama
npeMa JIMIy Ha OCHOBY HETOBHX JMYHUX HE M MPO(ECHOHATHUX CBOJCTBA Y3 MOCTOjame
HaMepe J1a ce JUIe TUCKPUMUHUIIE U CTaBU Yy HETIOBOJHHHU]H TOJIOKAj Y OJJHOCY Ha OCTaje
kaHmuaare wid sarociaene.’”’ TlocpenHa IMCKPUMUHAIM}A TMOXPA3yMEBa MOCTOjambE
Hau3Ijel HeyTpajaHe ojpende y MOrieAy ycloBa WM IPaKce 3alollljbaBama/paga Koja
noraha oxapeheny rpymy nuua, rjie Taka ojapenda HHje OlpaBaHa MOCIOBHOM HY)KHOLIhyY

W CTaBJba JIMIIA Y HEMOBOJbAH IOJIO0XKA] Y OJHOCY Ha OCTaje 1<aH111/121aTe/3aHocneHe.5OO

8B Jly6apma, Paono npaso, ..., 0p. cit., ctp. 110.

7 Ibid., ctp. 112.

% M. Kocanosuh, C. ajun, JI. Munenkosuh, 3afpana ouckpumunayuje y Cpouju u parsuge Opyuwimesene
epyne, llporpam YjenumeHnx Hanuja 3a pa3Boj, Kannenapuja y Cpouju, beorpax, 2010, ctp. 49.

9B, Jly6apma, Paono npaso, ..., Op. Cit., ctp. 114.

%% Ipid., crp. 120.
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AHTHIMCKPUMUHATOPCKO 3aKOHOJABCTBO INpeaBHha IOCTOjakbeé M CAaHKUMOHUIIE T3B.
NOHOBJBCHY  (IMCKpUMHUHANMja KOja j€ W3BpIIEHA BHIIE IyTa), MPOAYKEHY
(TMCKpUMUHAIIMja KOja C€ YMHHU y JIY’)KEM BPEMEHCKOM MEPUOJy MpeMa MCTOM JIUIY WM
IPYIIN JIMIA), Ka0 ¥ BHIIECTPYKY AUCKPUMHHAIN]Y KOja 3HAYX JUCKPUMHHAIIU]Y HA OCHOBY
JIBA UJIM BUILIE TUYHHUX CBojCTaBa.501 3abpana ouckpumunayuje no ocnogy 30pascmeeroe (u
2EHEMCKoe cmarsa) y 061acmu 3anou/basarbd i pada ToceOHO je BayKHA 38 OCTBAPHUBALE
mpaBa Ha (JIOCTOJaHCTBEH) paj JiMlia o0oJsieux ol peTkux Oosiectu (1. kareropuje Kox
KOJUX HHje JOomuI0 A0 MaHudecranuje OOJECTH alld TIOCTOje MPOMEHE Y TeHETCKOj
CTpYKTypHu (3a0paHa TUCKpUMHUHAIMje HAa OCHOBY I'€HETCKOT CTama); W 2. JIMIA Koja ce
Hamaze y ¢as3u pemucuje OosecTu (3a0paHa NUCKPUMHUHAIMjE HA OCHOBY 3JIPaBCTBEHOT
CTama)), Kao M pajii peryjrcama BUXOBOT pagHONpaBHOr craryca. [lopexn tora, 3a mpBy
rpymny, OHOCHO 32 OHA JIUIA KOJ KOjUX HHUje JOLUIO N0 MaHudecraiuje 60IecTH BaKHE CY
ozpende Koje ce oaHOCe Ha 3a0paHy reHeTCKe NUCKPUMHUHAIM]E Y 00JIACTH 3aloNbaBamka
U paga. ['eHercka IUCKpUMHUHANW]ja, OJHOCHO TUCKPUMHUHAIMja HA OCHOBY TI'€HETCKUX
uHpopMaldja jecre OONMK JMCKPUMHUHAIM]E O OCHOBY 3paBCTBEHOI CTama Koja ce
BPEMEHOM H3JIBOjUJIa Kao mocebaH oONWK nuckpuMuHanuje. M3nBajame je mocienuiia
pa3Boja MeIWIIMHE Kao HayKe TJe je HAeHTH(UKalnuja JbYIACKOT TEHOMa W aHalu3a
TeHETCKOT MaTepHujaia YOBEKa 3aXTeBalla pa3MaTpame €THUKUX, COLMOJIONIKUX M MTPABHUX
acreKkaTa BE3aHHMX 3a MPOjEKAT MCTPaXHBAFba XYMAaHOT IEHOMa,  ” K40 W TBPIHE Ja Ce
reHercka MHpopMaIluja pas3iuKyje O] 3JpaBcTBeHE (MEAMLUHCKE) HH(popMmaluje jep

reHeTcka uMH@opmanuja nopea HHpopMmalyje O TPEHYTHOM 3]IpaBCTBEHOM CTamy Jaje

50 Ihid., ctp. 125.

%02 Tomune 1987. mox okpwbeM Cjenumennx Amepuukux JlpkaBa 3amoder je Mel)yHapomHH Mpojekar
»Xymanu resom* (emr. Human Genome Project) rue je xao riiaBHM Wb NpeaBubeHa waeHTH(HKaIH]ja
reHeTcke nHdopmanuje caapkane y reanma yoseka. ['oqune 2000. Hay4HO] ¥ CTPYYHO] jaBHOCTH NPHUKa3aHH
Cy NpBU PE3yATaTH IPOjeKTa, OJHOCHO Ca3Hame Ja Ce JbYJICKM T'eHOM CacToju OJ Ipeko 3 OumimoHa
HYKJIEOTH/IHUX TapoBa u n1a caapxu uamehy 30 000 u 40 000 rena mTo MCTOBPEMEHO IPEJCTaBiba M MPBY
»CIHKY* Jpynckor reHoma ukana. ['ommue 2010. mcrpaxkuBame je mpomupeHo ¥ Ha EBpomy, oxHOCHO
ucrpaxuBaunmMa n3 CjeanmeHnx AMepHukux JIpkaBa NPUIPYXKWIN Cy c€ M HCTpakuMBadu n3 Benmke
Bpuranuje, @pannycke, Hemauke n u3 Janana. M. CreBanosuh, Emuuka numarea u docmuenyha y anaiusu
xymanoe 2enoma, ctp. 108, nocrymnuo ua:http://www.dgsgenetika.org.rs/pdf/Stevanovic.pdf
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uHpopManujy u o OyayhuMm pu3UIMMa MO 3/paBibe IMOjEAMHIA alld ¥ YJIaHOBA HH-ETOBE

nopozume.”®

JluckpuMHHAIIMja TI0 OCHOBY 3PaBCTBEHOT CTama y OOJacTH 3amolnubaBamba M pajaa
OTKJIOEb€HA j& THME IITO, Y CaBPEMCHHUM IPABHUM IOpPEIMa, 3JPaBCTBEHA CIIOCOOHOCT
BUIIIC HE MPEACTaBJba OIIITH YCJIOB 3a 3aCHUBAIE PAJHOr OJHOCA TJE CE 3PaBCTBEHO
CTame cMaTpa JIMYHUM HE U PO(EeCUOHATTHUM CBOjCTBOM H CBOjCTBOM KOj€ yJIa3H Y JOMEH
NPUBATHOCTH TIOjEMHIA. 3ApPaBCTBEHA CIOCOOHOCT MOXe OWUTH mocebaH YCIOB 3a
3aCHHMBAKEC PAJTHOT OJHOCA KOJ TOjeIUHUX IIOCIOBA, OJHOCHO TOCeOHa 3paBCTBEHA
CIIOCOOHOCT j€ HEeOIXO/IaH YCIIOB 3a Pajl Ha MOCJIIOBMMA ca MmoBehaHUM pH3HIIMMa YUME Ce
00e30ehyje 3amrTura 3apaBba U 0€30€IHOCTH 3aMOCIEHOT, APYTUX 3aloCiIeHHUX, Kao U
Tpehux mna. > Jlanac mpeoBiazaBa CTAaHOBUINTE, KAKO Yy JUTEPaTypu TaKO H Y
3aKOHOIABCTBHMA, > J1a j€ MEIHUIIMHCKH TIPETJIe]l Kao YCIIOB 32 3aCHUBAKE PAJHOT OJIHOCA
OJTHOCHO OIleHa 3JPABCTBCHOT CTama JIMIA KOjeé TPaKW 3alOCICHE BHINEC JICO
KYJITYPOJIOIIKE IPaKce He U MoTpede, Te 1a Cy J0Ka3H 0 lUXOBOj €()EKTUBHOCTH Y MOTIICTY
TpeBeHIje PO(PECHOHANHNX GONECTH jako OCKYIHH M HexoBosbHH.”® Kao riaBHe
pasiore 3a crpoBol)eme MEIUIIMHCKUAX TPErJie/ia, OJTHOCHO MPOIICHE 3PAaBCTBEHOT CTamba
KaHaugaTa 3a mocao, MelyHaponHa opraHuzanuja pajaa, HaBOAW TPEBEHIIN]Y
npodecHoHaTHIX OOJIECTH Ha MEeCTUMa pajia, Kao W CIpeyaBamme Jia 3JAPAaBCTBCHO CTambe

507

KaH/IU/1aTa MOCTaHe PU3KK 3a OCTalle 3armociieHe win 3a Tpeha muma.” MelyTuMm, 1okazu o

e(eKTUBHOCTH MEIUIMHCKUX Mperiiefia y NpeBeHI]H ITpodheCuOHaTHUX 00JIECTH OCKYIHU

%03, Dale Halsey, op. cit., ctp. 2.

045 Jly6apna, Padno npaso, ..., Op. Cit., ctp. 292.

505 3aKOHOM O MEIHLMHCKHM nperyieauMa Xojanadja je 1998. roaune 3a0paHuia MEAUIIMHCKE TIpEriee mpe
3acHMBarba pajgHor ofHoca (eHr. pre-employment medical examination) koju cy uManu 3a UuJb CENEKIHU)Y
KaHJHMJaTa OCHM YKOJHKO 3PaBCTBEHO CTame MpPEACTaB/hba HYKaH YCIOB 00aBibamba MOCTa. 3aKOH He
ompehyje 3a Koje TOCIOBE je JM03BOJBEH IMPETXOAHM MEAUIMHCKH mperien. Melhyrum, 3akoHOM O
MEIUIIMHCKUM TIperyieluMa Tpe 3acHUBama pagHor ogHoca u3 2001. roamue mpensul)eHO je J1a YKOJIHKO
MOCIIO/IaBal] CMaTpa [a je HEOMXOIHA MpPOICHA 37PAaBCTBEHOT CTamba KaHIHIaTa Tpe 3aCHUBAba PajHOT
OJIHOCA, TOCIOAABall Mopa Ja KOHCYNTyje ciyxOy 3aluThTe 37paBjba W 0e30eIHOCTH Ha paxy o
JIETUTUMHOCTH U 00uMmy mperyiena. Sorgdrager, B., Carel, A., Hulshof, T.J., Van Dijk, F.,“Evaluation of the
effectiveness of pre-employment screening,” Int Arch Occup Environ Health (2004) 77: 271-276, ctp. 271.

%08 J. Pachman, ,,Evidence base for pre-employment medical screening,« Bull World Health Organisation,
87:2009, ctp. 529.

07 B Sorgdrager, A. Carel, T.J. Hulshof, F. Van Dijk,“Evaluation of the effectiveness of pre-employment
screening,“ Int Arch Occup Environ Health, 77:(2004) , ctp. 272.
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Cy, y3 NOCTOjarbe €THYKMX alld U TMPaBHHUX JHJIEMa O JI03BOJbEHOCTH M JIETHTUMHOCTH
TaKBUX MpEryieaa, OAHOCHO 3a/Mpama y MpHUBATHY c(epy, MOBpeaa JIOCTOjaHCTBA, YECTO
JMCKPUMHUHATOPCKO TIOCTYMame I0C/Io/laBalia W IOCICIUYHO TIOBpely IpaBa Ha
(mocrojancTBeH) pan. [laHac mpeoBiagaBa CTAHOBUINTE Jia MPOIIEHA 3JIPABCTBEHOI CTamba
MOXE J]a C€ CIIPOBOJIU IMpE 3aCHUBAA PAJHOT OJTHOCA CAMO YKOJHKO j€ ped O IMOCIOBHMA
ca noehanum pusuruma rae je oapeheHa 3ApaBCTBEHA CIOCOOHOCT HyXaH YCJIOB 3a
obaBspame mocia. Jl0OCTOjaHCTBO M TPUBATHOCT INTHTE CE TaKO IITO C€ YMECTO paHHje
MoryhHOCTH J1a rmocio/iaBarl jgohe y TUPEKTaH Moce]] IEI0KYIMHO] MEIUIIMHCKO] HCTOPHjH
KAHIW/ATa, TO Cajia OrpaHMYaBa Ha IIPUCTYII CAMO PE3yITATHMA MEIHIHHCKOT Iperieia
0e3 OTKpHBamba MOCEOHNX METUIIMHCKUX JIMjarH03a U y3 OTpaHUYCH-E Ha OHA CTama Koja ce
Tiuy oxpeheror mocna.”® [poleHa 31paBCTBEHOT CTarba HAKOH 3aCHUBAMbA PAIHOT OHOCA
MOYKE JIa C€ 3aXTeBa KOJI Ipejiacka Ha IPYro PaJHO MECTO y OKBUPY MCTOT TOCIIOaBIIa KOje
ce cMaTpa paJHUM MECTOM TJe ce 3aXTeBa oceOHa 3paBCTBEHA CITIOCOOHOCT, 3aTUM HAaKOH
nojaBe oapeheHor 3apaBCTBEHOT MpodiieMa MM MEPHOAMYHO KOJ MocioBa ca noBehanum
pHU3UIMMA T10 3/paBJbe. 3allOCICHHU, JaHaC, UMajy TIPaBO U Ha 3alITUTYy OJ HEMOTPEOHUX
MEIUIUHCKUX Tperjiefa W MEIWIIMHCKOT TeCTHpama IITO YKJbY4yje M 3allITUTy Of
TeHETCKOT TeCTHpama KaKo Npe 3aCHHWBama PaJHOr OJHOCA TAaKO M y TOKY HETrOBOT
Tpajamka, Ka0 W MPaBO Ha WH(POPMHCAKHE TOKOM IIEJIOT TOCTYIKa MEIUIIUHCKE IMPOLEHEe
ykJbydyjyhu #  ferajbHO HMHQOpPMHCame€ O pas3jio3uMa 3a OrpaHuYeHe  pajiHe

510
CIIOCOOHOCTH.

ITopen Tora, 3amocieHy MMajy MpaBoO Ha KaJl0y MOCEOHMM KOMUTETHMA
wi TpubyHamMa. - TIpoleHa 3ApaBCTBEHOT CTamba 3alOCTCHNX Y TOKY TPajarmba PajIHor
0JIHOCa, Kao YCJIOB 3a CTPYYHO OCIIOCOOJhaBam-€, YCAaBpLIABAKE M HAIPEIOBAKE WM Kao
pasjor 3a MpecTaHaK paJHOr OJHOCA, Yy CaBPEMEHUM paJHUM 3aKOHOJaBCTBUMA,
3a0pameHa je W MpeJcTaB/ba MOBpEAY Hauena jeJIHAKOCTH, OJHOCHO Hauena 3abpaHe

JUCKpUMUHAIIK]€ ¥ TOCPEIHO MOBPEAY MpaBa Ha (JI0CTOjaHCTBEH) pal.

%8 OrpannmuaBa ce Ha KOHCTAaTalHMjy — CHOCOOAH, HECIOCOOAH, OrPAHMYCHO CIOCOOAH, TPAjHO HIHM
npuspemeno. C. Serra, M. Cruz Rodriguez, et al., ,,Criteria and methods used for the assessment of fitness for
work: a systematic review, “ Occup Environ Med, 2007:64, ctp. 308.
59 ¢, Serra, M. Cruz Rodriguez, et al., ,,Criteria and methods used for the assessment of fitness for work: a
systematic review, “ Occup Environ Med, 2007:64, ctp. 307.
510 B

Ibidem.
1 1bidem.
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3amTuTa mnpaBa Ha (JOCTOjaHCTBEH) paj JHUIAa 000JEINX Of PETKUX OOJECTH OCTBapyje ce
yHOM MPHUMEHOM MocTojehux Mexanusama, y3 rmoce0aH Harjacak Ha oapende o 3a0paHu
JTMCKPUMHUHALIMjEe 10 OCHOBY 3IpaBCTBEHOr CTama, Kao M MoceOHOr obinka -
JMCKPUMHUHAIIMje HA OCHOBY F€HETCKHMX MH(pOpMAaIMja, Kao U JUCKPUMHUHALIMje HA OCHOBY
VHBAJIHMIUTETA, 3aTUM OCHTYPaeM NPUCTOJHHX YCJOBAa pajia y MOy paJHOr BpeMeHa,
onMopa u ojcycrBa (y3umajyhm y o03mp mnpupony perke OosiecTH), y3 CIpOBOheme
HOTPEeOHUX Mepa 3a 3aIITUTY 3[paBjba M 0e30eHOCTH Ha paay y3 obaBe3y 3alliTHUTE

IMPHUBATHOCTHU 3aIllIOCJICHUX U JIMIA KOja Tpaxe 3aI0CIICHHE.
1.2 Kpurepujymu kjiacuduxanuje 0001e14UX 01 peTKHUX 001€CTH

Temkohe y knacudukanuju perkux OOJECTH JOBOAE 10 NpodiemMa IMpOHATAKEHA
onropapajyher kpurepujyma u omabmpa Mojena 3a Kiacu(UKaHjy JUIa 000JIeTuX O
perkux Oojectr. Many nporeHaT 000IeIuX JIMla y HAMOHATHIM OKBHpPHMA, HEYTBpheHa
HpUpoJa MOpeKIia MOjeIMHUX PETKUX OOJIECTH, PasIMUMTO >KUBOTHO 100a TOjaBe MPBUX
CHUMIITOMa PETKHUX OoJiecT, oapeheHe perke Oojectu moralajy BHIE OPraHCKHX CHCTEMa
Cy CBE pa3jio3W KOjH OTeXKaBajy yTBphuBame omire npuxBaheHe nedUHUIMjE PETKHX
Oonectd, HWUXOBY Koaudukauvjy M kiacudukanujy. CBe TO mpaTe mpobieMu Yy
JIMjarHOCTUIIM W JIeYery, IITO OBE OOJECTH YMHH HEMPENO3HATJHUBUM 3a 3PaBCTBEHH
cucTeM a Jjuia obojena o]l peTKuX OOJECTH HEBUIJBMBUM Yy IIUPEM OKBUPY, OJHOCHO

HEBUJIJbUBUM 32 YUTAB CUCTEM COIM]jaJTHE CUTYPHOCTH.

Konn@nxaunjam 1 KiacuduKaimja peTkux 00JIECTH jecy moBe3aHu U Mel)yCOOHO 3aBHCHH
NOCTYMIM I/Ie KJIacu(puKalyja MpeTnocTaBiba NIPeTX0Hy KOAU(PUKAIN]y PeTKUX OosecTH,
JOK ce Koaudukanuja aeduHUIIE Kao MOCTYyMaK ,,IpeBoja‘ MEIULUHCKE IMjarHO3e
6onect y noce0aH, jeIMHCTBEH ko> Konudukanuja u knacudukanuja peTtkux 6onectu
YCIIOBJbEHE Cy Ta4HOIINY MEIUIIMHCKE JHMjarHo3e W mpuxBaheHe TePMUHOJIOTH]E OOJIECTH,

Kao M 01a0MpOM aJeKBAaTHOI MoJesla Kiacu(pUKalMje A€ Cy y OCTBapHBamby HABEICHHUX

512 O3naka Gomect HEPOM.
583y, Kodra, B. Fantini, ,,Classification and codification of rare diseases,* Journal of Clinical Epidemiology,
65:2012, ctp. 1026.

152



3axTeBa 3amaxkene 3uaTHe Temkohie. ! Jlujarnocrrka Behnie peTkux GoMecTH IpeaCTaBIba
TEXaK 3aJaTaK 3a 3[[paBCTBEHE PaJHHUKE 300T HEJOCTATKA 3HAMa 3/IPABCTBEHUX PaHUKA U
HEJIOCTYITHUX JINjarHOCTUYKUX METOJIA, IITO je YCIOBJHEHO MAJIMM IPOIIEHTOM O0O0JICIHX U
MaJIiM IIaHcaMa Jia e 3JIPABCTBEHU PAIHUIIM TOKOM CBOT PAJIHOT BEKa CyCPETHY Ca OBHM
6onectuma. TepmuHOOTMja peTKUX OOJNECTH 3HATHO CE€ pa3uKyje O YCBOjeHE
TepMuHoOJorHje y MehyHapoanoj knacudukaumju  Gomectu  CBeTCKe 3/paBCTBEHE
opraHnaaque.515 Behnna TepMuHa KOju ce KOPHUCTE 3a ONMHMCHBAKE PETKUX OOJIECTH jecy
eMOHUMHU Koje Tpeba m3beraBatu 300T HEIOBOJHHE jaCHOhe.516 ITopen Tora, temkohe y
kiIacu(uKanuju peTkux OOJECTH TOCNEHIa Cy HEaJIeKBAaTHOCTH mocTtojeher cucrema
kinacudukanuje Oonectu. KomoBu caapxkanm y kinacudukanuju Oomectu CBercke
3[paBCTBEHE OpraHM3allMje HUCY JOBOJHHO MPEIU3HU U cBera 324 peTKux OO0JIECTH UMajy
noceban kox y mociuenmo] 10. Bep3uju  knacudukanuje CBeTcke 3ApaBCTBEHE
opraHm3aigje 0K ce cMaTpa Aa JaHac y ceery nocroje m3mehy 6000 u 8000 pasmuaurTux

517

perkux Oonectu.” Ilopex Tora, BehmHa peTkux OO0JIECTH TEHETCKOT Cy IOpEKIa JIOK

cucteM kiacudukanuje O6omectu CBeTCKe 3ApaBCTBEHE OpraHHU3aldje Kao KPUTEPUjyM

: 518
KJ'IaCI/I(bI/IKaI_[I/I_]C y3uMa HCKIbYYUBO (beHOTI/IH

OosleCTM HE M KPUTEPUJyM T'EHETCKe
aGHOPMATHOCTH KOjH CE jaBIba KA0 IPMMAPHH 3a BEIUKY BehnmHy perkux Gonectu.”Jlanac
NIPEOBJIaJIaBa CTAHOBUINTE KOMOWHOBama MPUHIMIA (EHOTHIIA ca MPUHIIUIIOM T€HOTHIA
MPUWIMKOM ONHMCHUBaKka PETKUX OOJIECTH, OJIHOCHO, JIOK Cy C€ paHHje peTKe OO0JecTh
OINHCUBAJIE UCKJbYYMBO HAa OCHOBY KJIMHMYKE CJIIMKE JaHAC C€ 3acTyla CTaHOBMILTE Ja ce
peTke 00JIeCTH OIUCY]y Ha OCHOBY T'€HETCKE CTPYKTYpE M Ha OCHOBY Nopelhemha KITMHUUKUX
CJIMKA pa3IMYUTHX MallkjeHaTa KoJ KOJUX je UIeHTU(HUKOBaHA UCTa T€HETCKa CprKTypa.520

VY Toky je peBusuja kinacudukanuje 6omect CBeTcKe 3ApaBCTBEHE OpraHU3alyje Koja uMa

> Ibidem.

> [bidem.

>18 |bid., ctp. 1027.

*!7 Codification and Classification of Rare Diseases, Activities of the RDTF working group, mocTymHo Ha:
http://www.slideworld.org/slideshow.aspx/Codification-and-Classification-of-Rare-Diseases-ppt-3014

*18 DenoTun GosecTy - KapakTepuCTHHE KIHHHIKe Manudectammje 6omectn. P. Robinson, Classification and
coding of rare diseases: Overview of where we stand, rationale, why it matters and what it can change, 6th
European Conference on Rare Diseases and Orphan Products, Brussels, 2012.

519y, Kodra, B. Fantini, op. cit., ctp. 1027.

20 H c. Mefford, E. E. Eichler, ,,Duplication Hotspots, Rare Genomic Disorders and Common Disease,*
Curr. Opin. Genetic Dev., 19 (3): 2009, ctp. 197.
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3a Wb J1a y KJIacupUKaHjy YKJbY4d M CBE TO3HaTe peTke Oonectu. OmabpaHu MpUHIHIL
KIacupUKaLUje j& KIUHUYKY npucmyn Kao TIpUMapad U emuoiowKy Kao CeKyHaapaH, JT0K
ce peTke 0oJiecTu Koje rorahajy BuIe opraHCKUX CUCTEMa YKIJbY4Y]y Y CBAKO IMOjeTHHAYHO
norJiaBJbe Kiacupukaiyje (oJuxujepapXujCcKu HpI/IHI_[I/IH).SZl 3a peTke 00JIECTH KOje UMajy
BUIIIE CHHOHUMA, Ha3uB ce oapelyje mpema cumnroMuma 00JIECTH MPUMEHOM KIMHUYKOT

522
IIPUHIUIIA.

Knacudukanuja numa obonenux oA peTKUX OOJIECTH BUIIE MMa APYIITBEHH, OJHOCHO
COLIMjaJIHU, MPaBHM M EKOHOMCKHM HEr0 MEAMIMHCKM 3Hayaj 300T dYera y JIOCTYITHOJ
auTepaTypu Huje mpoHaljeHa onrosapajyha knmacuduxamnuja numa o00deTuX O PETKHX
oonectu. OOMacT METUIIMHCKOT HCTPaKMBamba PETKUX OOJIECTH PENaTUBHO je HOBH]jEr
Jatryma 300r dera W cama kiacudukanuja m omadbup Mojena KiIacH(pHKaIHje PETKHX
Oonect HUje pemieH Ha jenan ommtd HaywH. [lomasehm ox mpenMera w 1wsba
UCTPaXKMBamka,  OJHOCHO  aHajiW3¢  PAJHONPABHOT,  MEIMIMHCKONPABHOT |
COLIMjaJTHOTIPABHOT CTaTyca Jula o0oJNenuX o] peTkux OosiecTu audepeHnupajy ce
HEKOJIMKO KPUTEpUjyMa OJHOCHO MPUHIUIA KIacu(uKaIyje Juna o0oIeIennx 01 PEeTKIX
Oonectu. Ilpsu Kpumepujym jecme UH8AIUOHOCM THE APYIITBEHY TPYIy OOOJEIUX O
peTkux OoJiecTH MOXKEMO MOJIEIHUTH Yy JBE Kareropuje — 1. oHa Jiuia KoJ KOjuX je peTka
Oonect goBena 10 (U3MYKOr H/MIM MEHTAlIHOr oluTehema Koje ce KBanudukyje Kao
WHBAJIMIUTET W 2. OHA JIMIIA KOJA KOjUX peTKa OOJIeCT HHUje JOBela 10 HaCTyIama
uHBanuauTeta. Hemoctamu oBe kinacudukanuje jecy HENpeno3HaBame MOCEOHOCTH
TeHEeTCKE CTPYKTYpe, OAHOCHO T€HETCKOI cTaTyca JuIlla 00OJNemuX OJf PEeTKUX OOJecTH,
y3umajyhu y 063up n1a cy 80% oBux 00JiecTH TE€HETCKOT MOpeKIia, Kao U Jia Cy CBE TeHETCKe
00JIeCTH pPEeTKe Tj. 3aHEeMapUBamke MOCEOHOCTH 37PaBCTBEHOT, OJTHOCHO TEHETCKOT CTaTyca
JWIIa KOja ce HEe CMaTpajy JUIMMa Ca WHBAIMIUTETOM, & CAMUM THUM M HETIPETIO3HABAC
IbUXOBE BYJIHEPAOUIIHOCTU Y OKBUPY PaJHOT M COIMjaTHOT CHCTeMa, OJHOCHO moBehaHor
pU3MKa TO 3ApaBbe HA MeCTHMMa paja, Te HEOMXOJHOCTH OJpkama Moctojeher

3IpaBCTBEHOI CTama. 3a peTke OO0JIeCTH MOope] Tora IITO KMMAjy Majdd IHpOLIeHAT

521 p_Robinson, ,,Classification and coding of rare diseases: Overview of where we stand, rationale, why it
matters and what it can change, “ Orphanet Journal of Rare Diseases 2012, 7 (Suppl 2): A1:10, ctp. 7.
522 -

Ibidem.
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YUYECTaJIOCTH KapaKTEPUCTUYHO j€ U TO, IITO je JOKa3aHo, J1a Cy BelHKa BehrHa reHeTCKOT
MOpEKJIa, OJHOCHO JIMIa UMajy omTeheme, 0OTHOCHO HENOCTAaTaK Y T€HETCKOj CTPYKTYpH
any HUje Jomuio a0 MaHudecramuwje OOJECTH WM je JONIUIO ajld HHUje HACTYIHO
uHBanuauTeT. Hemocrarak kiacugukaimje je U Taj mTo Mojelia JUia 000JIeIuX 01 PeTKUX
OosiecTH peMa WHBAIUIUTETY HE MPaBU pa3iuKy n3Mely oHUX 000JIeNHX O]l PETKUX U Of
ocranux OoyiecTd Koje uMmajy Behy yuectamoct rae ce oOonena nuna He cycpehy ca
TelmkohaMa y ocTBapHBamy NpaBa U3 3[PaBCTBEHOT OCUTYpama, IIITO CE Jajbe OJIpakaBa U
Ha OCTBApUBAKE OCTAIMX TOBE3aHUX CoUUjaHUX mpaBa. Y CjenumbeHIM AMEPUYKHM
HpxaBama NOHOIICHEM 3aKOHA O JUIMMa ca uHBaduaAuTeToM y Amepunm (1990) u
neuHUCAeM JUIa ca WHBAIMAMTETOM Kao ,,0HHX JIMIA 33 KOja Ce cmampa Na UMajy
onpeheno omreheme™ jaBuia Cy ce craHOBUINTa Koja Tymauehu oBy oapenly 3aKoHa,
reHercka omTehema  (FCHETCKE  HENOCTaTKE WIM  a0OHOPMAJIHOCTH)  OJHOCHO
HEMaHU(ECTOBAaHO TEHETCKO CTame KBAMM(UKY]y Kao WHBAIMIUTET YUME OBa JUIA
Y)KUBAjy 3alITUTYy NpeaBul)eHy 3a Jmna ca GU3NIKUM W/WIA MEHTATHUM MHBAITUIAUTETOM.
Mebhyrum, TakBa CTaHOBHINTAa HUCY BEhMHCKA, y3 TO HE MOCTOjU HU yjeIHAuUeHa CyJICKa
npakca y BE3W ca OBHM MHTambeM. [IpuxBaTame IoJene 3axTeBaJio OU 3aKOHCKO
neuHHICame TEHETCKOT omTehema n BeroBo n3jeJHavaBame ca HHBATUAUTETOM YuMe Ou
U Jnna obosiena o1 peTKUX 00JeCTH KOJ KOJUX HHUje HACTyNMHO (PU3NYKU W/WIA MEHTAJIHU
WHBAJIMIUTET OWsia Tperno3HaTa Kao MOCeOHO BYIHEpaOWIIHA KaTeropvja 3amocieHUX U

YKuBalia HOCC6Hy OIHOCHO OOJATHY 3allITUTY IIpaBa.

Jluna oGonena ox peTkux Oonectu, nmonazehu oJ] Haj3acTYyIJbeHHU]E MoIeJIe PeTKUX OoIecTu
— nodeie npema nNopexiy, MOTy ce KIacu(UKOBaTH MpeMa KPUTEPHjyMy MOPEKIa BUXOBE
OoJsiectn y detupu rpyme — 1. guna obosiena o peTKUX OOJECTH T€HETCKOT TMOpeKia; 2.
nuna obosenia o4 PeTKUX OO0JIeCTH Koje Cy TMOCHeAulla pa3InuuTUX HHGEKIHja
(OakTepujcKUX WJIM BUPYCHMX) WIM KOje Cy MocieAuua ajepruja; 3. sjuua oboinena on
peTKux OOJeCTH KOje Cy MOcieauIa enoBama GakTopa sKUBOTHE (W/WUIH pajlHE CPEAUHE);
u 4. nuna obojena of peTKux OoJecTH Hemo3HaTor mopekina. Ilogena wMa 3Hada) 3a
MEIUIIMHCKE Hayke 300T came kinacudukaije 00JecTd U paau yTBphuBama oaroBapajyher

Ha4yuWHa 3a I[HjaFHOCTI/IKy " JICUCHC PCTKUX 60JI€CTI/I, Kao U 3a o0Jiact jaBHOI‘ 3ApaBJba JOK
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je 3a m3yuyaBame€ JPYIITBEHOT, OJHOCHO IPAaBHOI CTaryca JHUIa OOOJEINX OJf PETKUX
Oonectd ®WeH 3Hauaj orpanuyeH. llogena oOojenux JMma mnpemMa MOpeKiIy O0oiecTd
oMmoryhaBa Tmperno3HaBambe TEHETCKMX OOJIECTM | TIPENO3HABAKE CHEIHUPHIHOCTH
JPYIITBEHOT alli ¥ TPaBHOT MOJIOXKAja JIUIa O0OJETNX OJ PETKUX T'eHETCKUX OO0JIeCTH,
NoCceOHO y JIOMEHY MpPHBATHOCTH, OJHOCHO OCETJBMBOCTH M TMOJUIOKHOCTH T'CHETCKUX
uH(popMaIlFja MojeIMHAIlA aTH ¥ WIAHOBA MOPOJUIE Ha Pa3IMYUTE BPCTE 370ynorpeda y
00J1acTH 3amoNbaBaka U paja, Kao M y o0IacTH 3[PaBCTBEHE W COLWjaHEe 3amTuTe. To
yKa3yje Ha HEONXOJHOCT pPEryjHcama IOCTYNKa W yCJOBa MOJ KOjUMa j& J03BOJHCHO
crpoBol)ele T'eHETCKOT TEeCTHpama MPHIMKOM 3alollbaBamka W/WIH Y TOKY pana, Kao H
perynucama ycioBa KOpuIIhema 1 dyBamba pe3yiTara ClipOBEACHOT TeHETCKOT TECTHPamba
Ol CTpaHe IMocjoJaBana. 3a o0JIaCT MEIMIMHCKOI TpaBa IMoJeia je 3HauajHa 300r
peryiucama OJHOCa 3IIPaBCTBEHUX pAJHHKA W MaldjeHara y Jely NPUBATHOCTH WU
MOBEPJPMBOCTH  MEIWIIMHCKAX OJHOCHO TEHETCKMX HH(]opManuja manujeHara |
OJITOBOPHOCTH 3[IPaBCTBEHHUX paJHUKA. 3a 00JIaCT paHOr IpaBa IOJeNa IpeMa MOPEKIy
Mo3ke Jla uMa oapehen 3Hauaj jep audepeHnupa iuia odonena oJl peTKUX 00JIECTH Koje Cy
nocjeauIia aenoBama Gakropa pajaHe cpeaune. MelyyTum, 1oka3u 0 TOME Jia Cy IMOjeIuHE
peTke OoJecTH Yy3pOKOBaHE JeloBamkeM (akTopa pagHe CpeauHe HEIOBOJBHH CYy.
[IpeTparoM cripoBeiecHOM y OKBHpHMA JOCTYHUX HayuHux 0aza Medline, Embase, Google
Scholar, Google nponaheno je camo jeaHO HCTpakMBambe KOje je KMo 3a Wb
UCIIUTUBakE Ja JHU je oapeheHa perka OojecT mocieauua jAeioBama (hakropa pajHe
cpez[HHe.523 3anapau (Zanardi) u capagHuim cy yrBpawiu aa cy 48%, onxocuo y 21 ox 44
UCIMTAaHUX ClTydajaBa HacTaHka peTkor IlaumamjeBor Heypoma (Pacinian neuroma) nuia
mpeTprena UCTy (MCTH JIOKATUTET) aHATOMCKY TpayMy (moBpeny). Onx tor Opoja, y 5
cilyuyajeBa, je yTBpleHa TupekTHa Be3a u3Mel)y nmpeTpribeHe nmospeae u pagane cpeaute. Ca
apyre ctpane, OnuBep ¢ CapaJHHUIM HMCTPAKUBAIU Cy MOBE3aHOCT yTHUIaja (akTopa
KUBOTHE CpEJMHE M HAcTaHKa KaHIlepa y PaHOM JETHICTBY (pPETKE Aedje JICyKeMmHuje),
y3umajyhu y 003up TO, 1a Cy CBH KaHIIEPH KOJU CE jaBJba]y KOJI Jele PETKU, U YTBPAIA J1a

noctoju BehM pHU3UK O] MOjaBe KaHIepa KOJ OHE Jele Koja KHMBE y pYypalHUM H

523 k. zanardi et al.,"Is this case of a very rare disease work-related?" A review of reported cases of Pacinian
neuroma, ” Scandinavian Journal of Work, Environment & Health, 2011, 37 (3): 253-8.
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CHPOMAIIIHIM HaceJbHMa W3BaH rpagosa.”>* Beerep (Webster) u capanuumm cy kopucrehu
reOCTaTUCTHUYKY METOAY — T3B. Kpurupama (eHr. Kriging), takohe, mokasanu moBe3aHOCT
peTKe JIeyKeMHje KOJ Jielle W >KMBOTHE CpPEIUHE, OJHOCHO Behy HHIIMJICHIY I0jaBe
nuMdoOIacTHYHE JICYKeMHje KO JeIe KOja )KUBE Y PypaTHUM o6nacruma.’> [Topen Tora,
MOCTOj€ U MCTPaXKHBamka Koja Cy Toka3ana oxapeheny moBesanoct usmely aedje neykemuje
U KMBOTa y OJM3WHU HYKJIEAPHUX HMHCTANAIN]ja, TJIe c€ yKasyje Aa je moryhe na mocroju
oapeheHa mose3aHocT U3Mel)y paaujanmja ca HyKJICapHUX WHCTalaldja v cliydajeBa peTKe

nedje J'IGYKCMI/Ije.526

MelyTtuMm, ucTpaxuBama MOpEKiIa PeTKUX OOJECTH M cama 00JacT
peTKkuX OOJEeCTH ca acleKTa MEIUIIMHCKMX M OHMOJIONIKMX HayKa PEJIaTUBHO Cy HOBHjEr
JaTyma Tako Ja 1ojena o00JeNnX JIMa caMo IIpeMa OPEKITy peTKUX 00JIeCTH HE MOXe Jia
MMa BEIIMKU 3Ha4aj 3a MCTPaXHMBamba y OOJIAaCTH JAPYIUTBEHUX, OJHOCHO NMpPAaBHHUX HayKa
300T HEZOBOJbHE MCTPKEHOCTH OOJECTH Yy NPUMAapHUM — OMOJOMIKMM U MEIUIIMHCKUM
HayKaMa, 11a j€ TaKO 3a BEJIMKH Opoj peTKuX OOJIECTH y3pPOK jOII YBEK HEMO3HAT. Y3HMambe
y 003up MopeKyia peTKuX OosecTH KoJ Kiacu(uKanrje 000X JIMIAa BaKHO je caMo Y
Clly4ajy MpBE Tpyme, OJHOCHO OOJEeCTH TeHETCKOT IMOpeKia jep je yTBpheHo Ja Cy cBe
reHeTcKe OoJecTH - peTke OomectH, kKao M To na cy 80% peTkux OoJIeCTH T'eHETCKOT

nopekyia 300r vera he IOKTOPCKO HMCTpaXHBame OUTH OTPAHWYCHO HA PETKE T'€HETCKE

0OoJIeCTH.

Pa3Boj menunmae u MoryhHoCT ,,JemmdpoBama‘ JeIMHCTBEHE TEHETCKE CTPYKTYpEe YOBEKa
3axTeBa OAroBapajyhe mpaBHO perynucame 00JIacTh TeHETHKE ca acleKTa JbY/ICKUX TpaBa.
CornyjanHONpaBHU CTaTyC TMOjeauHaIa, OJHOCHO CaBPEMEHHM KOHIICTIT OCTBapHBama U
3allITUTE TIpaBa Ha (JIOCTOjaHCTBEH) pajl, MpaBa Ha 3alITUTY 3/paBJba, Ka0 M TpaBa Ha
COIMjaIHy 3allTUTy YKJbydyjeé U peryjucame OO0JacTH IOBE3aHe ca MEIUIIMHCKOM
noctynHouthy reserckux uH@opmaiuja. ['eHeTcku cratyc oapelyje pu3uK O HacTaHKa

onpehenux Oonectu y OynyhHOCTH, aiu U MpeMa HajHOBUJUM HCTpaKuBambHMa, osipehyje u

524 M.A. Oliver et al.,“ A geostatistical approach to the analysis of pattern in rare disease,“ Journal of Public
Health, 14 (3), 1992, crp. 280-289.

55 R. Webster, M. A. Oliver, K. R Muir, J. R Mann, ,,Kriging the Local Risk of a Rare Disease from a
Register of Diagnoses,” Geographical Analysis, Vol. 26, Issue 2, 1994, published online 2010, ctp. 182.

526 R, Wakeford, ,,Childhood leukaemia and nuclear installations: the long and winding road,” British
Journal of Cancer, 111:2014, ctp. 1681.
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HAj/IeJIOTBOPHH]H HAYMH JeUeHha MPUMEHOM Ta4yHO oJpeheHnX MeauKamMeHnara 300r uera cy
KJIMHUYKA MCTPaKMBamba TEHETCKE CTPYKTYpe OJ BEIUKOr 3Havaja 3a OyayhHoct
memunuHe. Ca apyre cTpaHe, peryiHcame yciIoBa MoJ] KOjuMa je JT03BOJbEHO CIIPOBOheHe
TEHETCKOT TECTHUPAarba, 3aTUM PETrYIINCamhe CaMOTI TIOCTYNKA TeCTHPama, U Ha Kpajy yclioBa
Kopuithema pe3ynaTara TEHETCKOT TEeCTUpama M 4YyBambha THUX pe3yiTara IpeacTaBba
3aJaTaK KaKO CaBPEMEHOI MEIMIIMHCKOT TaKO W CaBPEeMEHOI paaHor mpasa. [IpaBo Ha
(IOCTOjaHCTBEH) paj M MPaBO Ha 3aIITUTY 3JpaBjba MPEKJANajy ce y JOMEHY IpaBa Ha
3apaBe M Oe30emHe ycloBe pajga, Kao W IpaBa Ha TNPHUBATHOCT M IOBEPIJHHBOCT
MEIMIIMHCKUX (M TEeHETCKWX) mH(opmarwmja. ['eHeTcka TecTupama y o0JlacTH pajaa, y
CaBpEeMEHOM paJHOM IIpaBy, MpaBaajy ce o0aBe30oM MociIoAaBana 3a ooesdehemem 31pase
u Oe3z0emHe pamHe cpeauHe anmum ce Kopumheme pesylnTara TeHETCKOT TeCcTHpamba
3allOCJICHMX OrpaHW4yaBa IPaBOM 3alOCICHMX Ha TPUBATHOCT M  IOBEPJHHBOCT
MEIUIUHCKHUX (M TeHETCKUX MH(OpMaIrja), Kao U MPaBoOM Ha 3a0paHy IUCKPUMHHAIH]E 110

OCHOBY 3/IpaBCTBEHOT (M T€HETCKOT) cTaTyca.

['eneTcku craryc numna o0oJeNuX o1 peTKuX Oosectu onpel)yje ’UXOB 3IPaBCTBEHU M H
pasHu CcTaryc, OJHOCHO JIMIA KOJ KOJjUX IOCTOje oipeleHe mpoMeHe Wi HEeIOCTaIH Y
TeHETCKO] CTPYKTYpH MOTYy OUTH MOTIIYHO PaJHO CHOcOoOHa JHIa, JMLA KOja y pajHOM
IpaBy y>KUBAjy CTaTyc JUIa ca HHBAIUAUTETOM, Ka0 U MOTIIYHO paJHO HECIIOCOOHA JUIIa.
[Ipema 3/1paBCTBEHOM U T€HETCKOM CTamy (CTaTycy) OBa JIMIA C€ MOTY KJIaCU(pUKOBATH Y
JIBE Tpyme — y 3/1paBe u 0oJieCHE HOCHOIE MaToreHux rera. Caka rpymna JIeiu ce y JBe
noArpymne (JiMua KoJi KOjux HHje JOIUIOo 10 MaHudecraiuje 00NecTH, JIMa y PeMUCH]H,
JMIa ca MHBAJIUAWTETOM, JIMIAa ca TEIIKMM M TpPajHUM oOOJMIMMa MaHU(pECTOBAHMX
cuMIiToMa 0oJiecTH) Koje ce oapelyyjy y 3aBUCHOCTH O] yTHIlaja 3pAaBCTBEHOT CTama Ha
pamHy CIIOCOOHOCT, Ha OCHOBY dYera ce Je(QHHHIIE FHHXOB COIMjAIHONPABHH CTaTyC,
OJTHOCHO MOT'YhHOCT OCTBapuBama IpaBa Ha (JOCTOJaHCTBEH) PaJ| MO/ OMIITUM yCIOBHUMA,

IpaBa Ha HOCC6Hy 3allITUTY JIMLla Ca UHBAJIMIUTCTOM W/Mu IpaBa Ha counjanHy 3alTUTY.
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1.3 PaaHompaBHe KaTeropuje Jiuia 0001ejuX 0 PpeTKUX 00J1eCTH

3a o0acT paJHOT MpaBa OJ1 3Havaja Cy Jihiia o0oJiena o1 peTKuX 00JIECTH Koja ce cMaTpajy
T3B. 3/[paBUM HOCHOIIMMA MATOr€HUX I'€Ha aji ¥ OHa JIMIA KOja ce CBPCTaBajy y TPyIy T3B.
00JIeCHUX HOCHOIIA TMATOTeHHWX TeHa, OJHOCHO JHUIa KOJ KOjUX j€ JOUUI0 [0
MaHudecramnuje 6oiecTd y BUAY (PU3UYKOT W/MIM MEHTAIHOT olTehema KOoje Ce MOXKe
KBaJTM(UKOBATH Kao MHBAMUAUTET. KOHIIENT KOjU Ce 3aCHMBA Ha MPUHIUITY J]a CaMoO JIUIa
KOja C€ y MEIUIIMHCKOM CMHCIy CMAaTpajy MOTIIYHO PagHO CIIOCOOHWUM JIMIIMMA, OJHOCHO
T KOJA KOjUX IMOCTOjH MOTIYHO OJICYCTBO OoJiecTH, omrehema umm cimaboctu Mory na
OCTBape MpaBO Ha (IOCTOjaHCTBEH) pall, y CaBPEMEHOM paJHOM IIpaBy, cMmarpa ce
HAMYIITEHUM Yy CKJIQJly Ca HA4yellOM jeHAKUX IIAHCH M IOCTYIama, OJHOCHO HAYeIIOM
3a0paHe JUCKpUMHUHALIMjE HA OCHOBY JIMYHUX, 3APABCTBEHUX cBojcTaBa. Ilopen Tora, imma
ca MHBAIMIUTETOM IPEJCTaBIba]y MOCEOHY KAaTeTOpHjy 3allOCICHUX KOja y PaJHOM TpaBy
Y)KUBa JIOJ]ATHY 3allITUTy IIpaBa. 3a OBa JMIla BEXE C€ TEPMUH ,,JIO3UTHBHA
JMCKpUMHUHAIIAjA®“ KOja ce omiefa y JaBamy NPEJHOCTH Y 3amollbaBamy oJpeheHum
KareropvjamMa JUIa HIp. MPUMATHANAMA (HAIIMOHATHWX, CTHHYKHX) MamWHA, JKCHaMa,
mmrmMa oapehene pace, Goje koxke u ci.>?’ Jlaame MPEIHOCTH Y 3aIlONIBABAIbY JHIIMA
ca MHBAJIUJIUTETOM HE cMaTpa ce JUCKPUMHHAIMjoM Beh MMa 3a HJb J1a TIOMOTHE OBUM
JUIMMa Jla c€ YKJbyde y pajHy 3ajeHHIly 0e3 003Hupa Ha HUXOBO 3JPABCTBEHO CTamE,
OJTHOCHO YTBpl)eHU MHBATUANUTET y CKJIay Ca HAueJIOM XyMaHOCTH, HAUEJIOM jeTHAKOCTH U

COIIMjaJTHE TIPaBJIe.

PannomnpaBHe kareropuje ymia o00J€IUX O] PETKUX OOJECTH jecy JIMIa KOJ KOjUX HHje
JonuIo 10 MaHudecranuje 6ojecTH a moctoju MoryhHocT na Hukana Hehe jgohu, numa y
pPEMHUCHjH, Kao U JIMIA KOja UMajy CTaTyc JUlla ca MHBanuauTeToM. Ha yHuBep3uTeTnuma y
CpOuju panHO MpaBo M3ydaBa Ce 3ajeIHO Ca COLUjaIHUM MPAaBOM Yy CKJIaay ca nocrojehom
TpaaWLIMjOM ajii U 300T caMor TepMUHA ,,COLMJaTHO ™ YMME Cce CTBapa MOI'YhHOCT /1a ce moJt
Bbera MOJABEAY Pa3InuUuTH ca;lpmajn.528 JloGap mpumep ymoTpebe TepMHHA COIH]jaTHO

npaBo Aao je TunTHh KOju je yka3ao Ha JBa mpeoBinajajyha 3Hauema — NPBO, KOje ce

52", Jlybapna, Paono npaso, ..., Op. Cit., ctp. 135.
°28 B. Illyunepuh, Coyujanto npaso, ..., Op. Cit., cp. 54.
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OJTHOCH Ha ,,CBEOKYIIHOCT OpeAOM 3alTUTHE MPHUPOJAE KOje je ApKaBa Iporucana y
KOPUCT pagHMKA™“ M JIpPyro, Koje IMOKpHBA ,,CUCTEM colMjaje moMohu (M 3amTure) y
HaJIIUPEM CMHCITY, a KOJy JAPYIITBEHA 3ajeJHUIIA TIPY»Ka OHUM WIAHOBHMA KOjH, CTHUIIajeM
OKOJIHOCTH, JIOCIICBAjy Yy 3a MHX TEIIKO M HEPa3pelIBO CTame (CTame COIMjaliHe
norpebe), ¢ TMM Ja Cy JaBama JAPYIITBA y TOM CIIy4ajy TOJUTHYTAa HA CTyHamb

crienuUYHAX COLMJAHIX MPaBa YOBEKa.“*2

[IpBo 3HaUeHmE OJroBapa NPEJAMETY pagHOr
npaBa, a Ipyro oAroBapa MpeaAMETy COIMjaHOT MpaBa MITO yKa3yje Ha OCHOBHY Pa3JIUKy
mehy muma. Tlopen Tora, eHIJIECKM HA3WB INMpaBHE MUCIMILIMHE KOja W3ydaBa 3allTUTY
JUIa Koja HUCy y MoryhHoctu, 0e3 CBOje KpHBHWIIC, Ja CBOJUM pajOM HW/HIU CBOjOM
MMOBHUHOM 00e30ee ceOu WM H3Ap)KABAHUM YJAaHOBMMA CPEACTBA 3a KHBOT " jecre
IIpaBo comwmjanue 3amrtute (eHr. Social protection Law) a0k ce maHac, cBe BHIIE Y
3ala/IHAM 3eMJbaMa, 32 OBY I'paHy IpaBa KOPUCTH Ha3uB [IpaBo coOllMjaiHE CUTYPHOCTH

(err. Social Security Law).>*!

MelyTum, TepMHEH ,,COIMjATHO MPABO‘‘ yCTaJbeH je y nomahoj
NIPaBHOj TEPMHUHOJIOTHjH, TE Ta AyTOPH CMATPajy jeTHOCTABHUJUM 32 U3TOBOP M Y CKIIAIy ca
,»TEPMHUHOM COILIMjaJTHO 3aKOHOJIAaBCTBO KoOje ce ymoTpeOsbaBa y EBporickoj yHUju Kao
TeHepUYKHU H3pa3 3a CBe HOpME Kojuma ce ypehyje coumjanuu monoxaj yoBeka (yKJbydyje
NpaBO COLMjaTHE CHUTYPHOCTH, MAPTULUMANHN]Y, COLUHUjAIHY TOJHTHUKY, Ila YaK U PaaHO
npaBo).“532 Ha yHuBep3uTepuma 3amagHUX 3eMajba yoyaBa Cc€ TEHJACHIIHja
»~CIejaTn3anuje’ TpaAuINOHATHUX MTPABHUX JUCIHUILINHA, T€ C€ Ka0 MOCEOHU MpeIMEeTH

u3ydasajy IIpaBo coumjamHor paxa,”> IIpaBo COLMjajHe 3alUTHTE, alil W 3IPABCTBEHO

OJTHOCHO MeIuIIMHCKO IIpaBo.

Y O0BOM HCTpaxMBaWwy CTaTyC JMIa Koja HMajy o030MJbHa, NOTHYyHA M TpajHa

MaHU(]ECTOBaHa CTama PETKUX OOJIECTH M KOja HE MOTY Ja N0oOHW]y HHUTH Ja 3apiKe

529 Ipema: b. llynaepuh, Coyujarno npaso, ..., op. Cit., ctp. 55.

5% 1hid., ctp. 9.

%31 C, Jamapeswuh, op. cit., ctp. 2.

>3 |bidem.

53 IpaBo coumjansor paxa (enr. Social Work Law) u3yuasa mpaBa KOPHCHEKA COLMjalHE 3alITHTE, IPABa
HeroBaresba, POAWTEba W JIelle, OCTBapuMBaKke THX MpaBa, npaBa M obaBe3e pOAUTEsbA, CTaparesba,
CYNPY)XHHMKA U OCTAJIMX JIMLA y TIOIJIeNy BUXOBOI OJJHOCA IpeMa ACLH, OJrOBOPHOCT COLMjaHUX PAIHUKA,
npupoay U TpaHuie oBnamhierma (MpaBa) COLMjaHUX PaJHUKA, OJTOBOPHOCT COLMjANHHX pAJHHKA Kao
3anocneHnx. Kao mocebaH neo mpaBa counujaliHOr pajia jecte M o0iacT Koja ce OJHOCH Ha KOPHCHHKE ca
MEHTAJTHUM NOTelKohama, kao 1 ojpacia Juna ca uaBanuaurerom. S. E. Laird, Practical Social work Law,
Analysing court cases and inquiries, Pearson Education Limited, 2010.
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3arociemhe HU MOJ1 OIMIITUM HU TO0J] MOCEOHNM yciIoBUMa 300T uera ce KBaJHU(HKY]y Kao
MOTITYHO PaJHO HECIOCOOHa Juia, Ouhe aHamM3upaH y MOCEOHOM ey KOjU ce OAHOCH Ha
COLIMjaJIHY 3aIITHTY JIMIIa 000JIEINX O/ PETKUX OOJIECTH, OJHOCHO OBa JIMIIA HE CMATpajy ce
PagHONPABHOM KaTETOPHjOM JIMIIAa O0O0JIETIUX OJT PETKUX OojiecTu Beh kareropwjom Koja

Y)KUBA 3aIUTUTY Yy OKBUPY COLMjaTHOT MPaBa.

1.3.1 3napaBu HOCHOLM MATOTeHUX TeHA — JIMLA €A MOTIIYHOM PaJIHOM cnocooHohy
VY rpyny 3AapaBUX HOCHOLA TATOT€HUX T'€Ha CIajajy Jinia KoJa Koju cy yTBpheHa oapehena

omrehema y By HEIOCTAaTKA WM IMPOMEHA Yy TEHETCKO] CTPYKTYPH ajli KOJ KOjUX jOII
yBEK HHUje nouuto uin Hukaaa Hehe mohu no manudecranmje perke 6onecru. [lopen oBux
JWIA y TPYILY 3IpaBUX HOCHOIIA TTATOTEHUX I'eHa CBPCTaBajy Cce M JIMIA KOJ KOjHX IOCTOje
HEJOCTAI WM MPOMEHE Yy TeHETCKO] CTPYKTYpH, JOLUIO je A0 MaHudecranuje Oonectu
anu je nmpuMeHoM ozpeheHe Tepanuje, 610 oaMax Ha polemby WM KaCHHje TOKOM KHBOTA,
CIpEYeHO Jajbe HamperoBame OOJIECTH, Te C€ OBa JIMIIA CaJla Haja3e y CTamy IOTIIyHE

pemucHje 6oyiecTu.

[IpoMeHe uiam HEJOCTALM y TEHETCKO] CTPYKTYpPHU yKa3dyjy Ha pusux o0 nojase oopehene
bonecmu y 6yoyhnocmu, ¥ OHE HE MOPajy HY)XHO Ja 1ajy MHPOpPMAalHjy O TPEHYTHOM
3/IpaBCTBEHOM CTamby, T€ CE€ Y TOME OIJIefla nocebHOCm 2enemcke ungopmayuje y OaHOCY
Ha 3/IpaBCTBEHY OJHOCHO MEIUUMHCKY MHpopManujy. JlaHac, y reHeTUIM, HaIyIITeHO je
CTaHOBHINITE TEHETCKOT JAETEPMHHN3MA, OJHOCHO CXBaTame KOje Ce 3aCHMBA Ha CTaBy Ja
~TeHeTCKa uH(popmManrja uMa Behy MNpeAUKTUBHY BpPEAHOCT Yy OJHOCY Ha OCTale
3/lpaBCcTBEHE MH(popMalMje, 1a HUje Moryhe yTHIIAaTH Ha T€HETCKY CTPYKTYpy, Kao M Ja

TeHH TOBOPE CBE O HEUH]joj 6y,[[thOCTI/I.“534

Haume, cmarpa ce na cy 3IpaBCTBEHE
KapaKTepUCTUKE TIOjeWHIA IOCIEeANIa CIIOKEHE WHTEpakldje TeHa | IKUBOTHE
okonure.”®® To 3Haun 1a T3B. MaTOreHe (aGHOPMANHE) IPOMEHE Y TeHETCKO] CTPYKTYPH He
MOpajy Ja JOBeLy 0 OONECTH, OJHOCHO Ja HPOY3POKYjy JIOLIE 3IPABCTBEHO CTARHE. -

WNnak, reHercka uH(popMaiuja, y caBpeMEHO] MEAMIMHHU, MMa 3HA4YajHy HPEAUKTHBHY

534 E. Wright Clayton, “Ethical, Legal, and Social Implications of Genomic Medicine,” New England Journal
of Medicine, 349:2003, ctp. 563.

>3 Ibidem.

>3 Ihidem.
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BPEIHOCT U Y KOMOMHAIIMU ca OCTAIMM 3APAaBCTBEHUM HHQOpMalLdjaMa MOXKe Jla yKaxe
Ha Moryhu HacTanak oxpeljeHnx GoNecTH WM MHBamMuTeTa y Gymyhnocti.>®’ Ienercka
nH(popMaIja MOXe J1a TOMOTHE Y pa3yMeBamy €THOJIOTH]e (TIOpeKIia) U MaTo(u3nuoIorHje
TeHETCKHUX 0O0JIECTH, Kao U Jia yTUYe Ha MPEBEHIIH]Y OOJECTH IyTEM I'eHETCKOT CaBETOBAambA
W JIeUereM TOCEOHMM IeHETCKHM MeToxama.” > MeljyTiM, aHamms3a TeHETCKe CTPYKType
MOjeIMHIIA U JOJaXKEHe Y TI0Ce ] TeHeTCKUX WH(pOpMaIija UMajy CBOjy Iyry HCTOPHU]jY Koja
HHj€ YBEK OMJIa MOpPAJIHO M NPAaBHO ONpaBaaHa M jpomymreHa. CTaHOBHUINTE Ja Cy JbYIU
TeHETCKH TpenoapeheHn naTupa jomr o] €yreHeTHYKUX IIOKpeTa KOju Cy HacTaliu y
Cjenumenum AmepuukuMm [IpxaBama, Hemaukoj u Benukoj bputanuju y nmpeum aekanama
20. Beka.>® IIpe IIpBor cBeTcKOr para BEIMKH OpOj TEHETHYapa MPUAPYKHO Ce
€YreHeTHYKHM MOKpeTnMa, aa o6u 10 1920. roguHe MHOTH eyreHeTH4apy MOCTall PacUCTH,
HITO je, HapouuTo, nocie [pyror cserckor para y CjenumeHuM [[pkaBama y3poKoBajo
CXBaTame J]a Cy MOHAIIamke U OJHOCH Mel)y JbyArMa UCKIbYYHBO YCIOBJbEHU KYITYPHHUM,
cormjaHnM pakropuma e i orosomkumM.” MImak y mocaentoj gekamm 20. U Ha MOYETKY
21. Beka J107a3M 10 3a0KpeTa I/ie ce, [IOHOBO, HarjamaBa Ba)KHOCT OMOJIOIIKUX, OZHOCHO
TEHETCKHUX KapaKTepPUCTHKA MOjeANHIIA KaKo Y aHaJIM3HU TOHAlIaka U oJHoca Mehy jbyanma
TaKO W Y TMOTJENy NIpeBeHIMje O0JeCTH M 3aIUTUTE 3[paBjba, INTO je W JIOBEIO 0

. . 41
uaeHTU(UKaIM]e JbYACKOT TeHOMa y OKBUPY IpojekTa XyMaH! reHom.”

1.3.2 Tlojam reHeTckor TecTHpama
Jo renercke wuH(OpMalMje YOBEKa JOJA3U CE  2EHEMCKUM  MeCcmuparbeMm.

[lepconann3oBaHa reHeTCKa MEIUIMHA JecTe, 0 MUILJbekY BehuHe jekapa 1 reHernyapa,
OynyhHOCT MeUIIMHE TJie C€ Ha OCHOBY I'€HETCKE CTPYKTYype MojeauHua ojpehyje HaumH

542

Jedema KOjU TOoJApa3syMeBa MNPUMEHY TadHO ojpeheHor MemukameHTa. [Tpumenom

olpeheHnX TeHEeTCKUX TecToBa YTBplyje ce MOCTOjame MOjeJMHAYHOI HYKJIEOTHIHOT

37 .0 Gostin, “Genetic Discrimination: The Use of Genetically Based Diagnostic and Prognostic Tests by

Eg]ployers and Insurers,” American Journal of Law & Medicine, Vol. XVII, No. 1 &2, 1991, ctp. 110.
Ibidem.

5% J. L. Dolgin, ,,Personhood, Discrimination, and the New Genetics, Brooklin Law Review, Vol. 66:3,

2000, ctp. 766.

> Ibidem.

1 bid., ctp. 767.

%2 S Tamir, ,,Direct-to-consumer Genetic Testing: Ethical-Legal Perspectives and Practical Considerations,

Medical Law Review, 18, Spring 2010, ctp. 213.
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nonuMopdu3mMa Koju ce moBesyje ca TauHo oapehenom OGonemthy — kannep miyha, kanmep

543 . .
MehyTtum, 3Hame 0 IEPCOHATN30BAHO] TEHETHUIIH jOIII YBEK

npocrare, qujaderec (Tuii 2).
j€ HeKOMILJIETHO, MHOTH T€HETCKU MapKepHu jolll yBEK Cy HEMO3HATH, HejacHa je HUXOBa
MelycoOHa WHTepaKiija, Kao U yTUIA] Ha HacTaHak oapeheHnx 6onecru.”* bes 003upa Ha
MapIHjaTHO 3HAKE O TCHETUIIM U TeHUMA Ha TPXKUIITY CY JOCTYIHU PA3IUYUTH T€HETCKU
TECTOBH — I€HETCKU TECTOBU KoJl Beh MaHM(ecTOBaHUX 0OJIeCTH KojuMa ce yTBlyje cratyc
HOCHOIIa, T€HETCKHM TECTOBM 3a YTBphuBame IMpenucrosunuje Ha onpehene Ooiectw,
TECTOBH KOjuMa ce YTBplhjyje CKIOHOCT Ka OojecThMa 3aBUCHOCTH, HYTPULMOHHUCTUYKU
TECTOBHU KOjHMa C€ MOBE3Yje MepcoHaIHAa TEHOMUKA ca HaBUKaMa Y HCXPaHH, Kao U TECTOBU
OYMHCTBA M POJOCIOBHH (TeHepauujcku) TectoBu.” IlocToje IIeCT BpCTa TEHETCKOT
TeCTHpama: 1. TUjarHOCTUYKO F€HETCKO TeCTHpame (Wb je yTBphuBame aa U je y3poK
0oJecTH TeHEeTCKOT Mopekiia KoJl Beh MaHM(ECTOBAaHUX CTama); 2. MPEAUKTHBHO TE€HETCKO
TecTUpame (TOCTOje JBE BpPCTE NPECIUKTUBHUX TCHCTCKMX TEeCTOoBa —  a)
MPECUMIITOMATHYHU TIPEAUKTUBHU TECTOBU KOjUMa ce yTBphyje ma num he xox Hau3rien
3npaBux Jauna gohu 1o manudecranuje 6onectu y OyayhHoctu u 6) mpeaucno3UIMOHU
NPEeIMKTUBHU TECTOBU KOjUMa ce YTBphyje mpeaucnosuivja Ha oapeheny Oorect koja
MOJKE il U He Mopa Jia ce Manudecryje y OyayhHOCTH); 3. TE€HETCKO TECTUPamhEe KOjUM Cce
yTBphyje craTyc Hocuona (Iusb je na ce uaeHTuduKy]y (yriaBHOM) 3apaBa JIUIa KO KOjux
noctoje oxapehene ypoheHe reHercke nmpoMene. OOMYHO ce CIPOBOJE HA JUIMMA YHjU
YIaHOBU TMOPOAMIIE WMajy TEHETCKY MPEJUCHO3UIN]y WIW Cy HOCHOIM WIM Ha
MpUMTAHUIIIMA E€THUYKUX WM pacHUX Tpyna KoA KOjux je yrBpheH Behu pHU3UK O
HacTaHka ojipeheHux OoisiecTH); 4. MpPEHATAIHO TEHETCKO TecTUpame (CIpoBOIM ce 3a
BpeMe TpyAHOhe ca IuipeM TpoleHe 37paBiba ¢eryca. [IpeHaranHu TUjarHOCTUYKH
TECTOBH MpeAy3UMajy c€ y clydyajeBUMa Kajga MOCTOju TNoBehaHW pHU3HK O] HACTaHKa
reHeTcke OOoNeCTH 300T CTapOCTH MajKe, MOPOAMYHE HCTOpHje, €THUYKE MPHUMIaJIHOCTH,
yTBpeHUX MapkKepa Ha YIATPa3BYYHOM TIperiieay); S. MPEeHMIIATaIllfjCKO TEHETCKO
TecTHpame (IMpUMermyje ce Koa INn VItro ommoame ca muibeM yTBphuBama wmoryher

reserckor nopemehaja ¢geryca, yume ce jaje MOryhHOCT Jja ce YKOJIMKO ocToju nopemehaj

3 bid., ctp. 214.
4 Ibidem.
5 1hidem.
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npekuHe TpyaHoha); 6. cKpuHHHT HOBOopoheHuaau (MaeHTH(UKYjy ce HOBopoleHuan ca
noBehaHNM pHU3HMLKMa 32 HACTAHAK F€HETCKUX OosiecTu 4uMe ce oMoryhasa aa ce 3ano4He
paHo Jeyerme. Y HEKUM Jip)KaBaMa CKPUHHH3H Cy 00aBE3HH I10 3aKOHY JIOK C€ y HEKHMMa

546
3aXTCBa IIMCaHa CarjiiaCHOCT pOI[I/ITeJ'ba).

ITocToje BuIIe HaumHa 3a deuHucarbe ceHemckoz mecmupared. J{eUHHUITNjEe TEeHETCKOT
TECTHpama MOTY OUTH OINILITE M MOceOHE Y 3aBUCHOCTH Of 00jacTu perynucama. Ommre
neuHUILMje 3aCHOBAaHE Cy Ha YNOTpeOM MEIUIIMHCKUX M HayYHUX TEPMHHA Kao IITO je
JIHK, remn urn.> Tlpumep jecte neduHMmmja cagpkaHa y ayCTPamHjcKuM ,,ETHUKIM
CMEpHHIIaMa O yIoTpeOu acUCTUpaHe PENPOIyKTUBHE TEXHOJIOTH]€ Y KIMHUYKO] MPAKCH U
ucrpaxkuBamuma (enr. EthicalGuidelines on the Use of Assisted ReproductiveTechnology
in Clinical Practice and Research), rae je renercku Tect aeduHHCAH ,Ka0 TECT KOJU
OTKpUBa TEHETCKy uH(popmanmjy ¥ Koju ce Moxe cnpoBomutu Ha JIHK, PHK, nHa
MPOTEHHMMA WIH MOXe Ja Ce 3aCHHBA Ha Mepemy cyncraHmm. > Ca apyre crpame,
noceObHe JepUHMIIMje TEeHETCKOI TeCTHpama 3aCHHBAjy CE€ Ha HarJjlallaBamby [HMJba
TEeCTHpama W IWJbHE TPyIle, a HE Ha W3BOpHMa M00Hjamka TEHETCKUX HH¢)0pMaqua.549
[Ipumep je Oputancku JJOKyMEHT 0 yHOTpeOuU JIMYHUX Iojaraka y obsactu paaa (er. The
Use of Personal Data in Employer/Employee Relationships), rae croju na ,,mociomaBiy He
MOTYy J1a O] 3alOCJIEHUX 3aXTeBajy MOJBPraBambe INeHETCKOM TECTHpamy (MM OHII0O KOM
JIPYrOM TECTY KOjUM ce yTBplyje nmpenucnosuiyja Ha oapehene 601ecTi) OCUM YKOJIUKO TO
HUj€ ONPaBJaHO JaKUM JaBHHUM, UJIU PA3JI0o3MMa 3alUTUTE 31paBiba U 0€30€1HOCTH Ha pajy.
VY ToM citydajy, TECTHpame ce CIIPOBOJIM HAa OCHOBY MPETXOHE CAarjlaCHOCTH 3alOCIEHOT U
TO OJ] CTpaHe KBaIM(PUKOBAHOT 3JPABCTBEHOI pPAJHUKA KOjU j€ TMpoIIao MOCeOHY
CrenMjan30Bany o6yKy n3 061acTH KinHUdKe TeHernke.“”° Ha nuBoy EBporcke yruje,

ekcrieprcko Teno EBporicke komucuje moneno je 2004. rogumHe TOKYMEHT TOJ HAa3WBOM:

»25 Ilpenopyka o eTMYKHM, NpPaBHUM M COLMjaTHUM MMIUIMKaldjaMa TeHETCKOT

%63, C. Riba, “The Use of Genetic Information in Health Insurance: Who will be helped, who will be harmed
and possible Long-term Effects?,” Review of Law and Social Justice, Vol. 16:2, 2007, ctp. 471-472.

*7 Ibidem.

> 1bid., ctp. 138-139.

9 bid., ctp. 139.

> Ihidem.
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TecTHpama.” Y OBOM JIOKyMEHTY Ka0 OCHOBHA IIPEMOpyKa HABEJICHO j€ yCBajambe MpeIi3He
NeUHHIIje TeHETCKOT TeCTUPArba 1 HEHO NII0GAIHO MpH3HABambe. . EKCIEPTCKO Teo je
3a moTpede M3pajze HaBEACHOT JOKYMEHTa, KOjU HHUje IpaBHO oOaBe3yjyhu 3a apikaBe
ynaHuIEe, gao cieaehy aeduHUIM]y TEHETCKOT TeCcTHpama — ,,CBaKM TECT KOjU Jaje
TeHETCKE TOAATKe; HEJIBOCMUCICHO OTKpuBa ocHOBHe uHpopmamuje JHK; mmm xoju
OTKpUBa €MOpPUOHCKE JIMHHUjE M T/ie KOpUIIheHa TEeXHOJOTHja/METO]] TeCTHpama HUje Of
BaKHOCTH, II0J] YCIIOBOM Jia je TeHeTCKa mHdopmalyja z[06HjeHa.“552 Y oHuMM apskaBama
ynaHuIama EBporicke yHHUje Te MocToju AeUHHINja TEHETCKOT TeCTUpama Ie(hUHUCAHE
Ce yIJIaBHOM BPIIIH ITyTEM TPaBHO HeoOaBe3yjyhnx MHCTpyMeHaTa T3B. MEKOT TpaBa, C THM
WTo cy AeUHAUIMje 0GMYHO BesaHe 3a TauHo oxpehene obnacti.”>® Y nuramy cy ciexche
obmactu — 1. obnact pana; 2. buodanke; 3. ocurypame; 4. 3alITUTA M0IaTaKa O JIMYHOCTH;
5. 37JpaBCTBEHA 3alITHTA U PETYJIMCAhEe MEAUIIMHCKUX yciyra; 6. GopeH3MUKa/KpUMHUHATIHA
TeHEeTHKa; 7. TMopojauIa; 8. MPHUBATHOCT/MOBEPJHUBOCT MH(poOpManvja u 9. melhyHapoaHO
npaBo.>>* YV BehuHu 1prkaBa WIAHKIA TEHETCKO TECTHPAhE j¢ JeQUHHUCAHO Y JOKYMEHTHMA
u3 00J1aCTH 37PaBCTBEHE 3alITUTE, OJHOCHO y OKBUPY JIeJia O MOBEPJbUBOCTH HH(POpMaIuja
0 3JIPaBCTBEHOM CTaTyCy MAaIlMjeHTa, JOK BPJIO Malid Opoj TOKyMeHaTa u3 00JacTu pajaa u
ocHrypama caiapike Ae(GUHHUINEe TeHETCKOr TecTHpama.” > OGHYHO Ce MO TEeHETCKHM
TECTUPAEM WIIH T3B. TEHETCKUM CKPUHHHTOM ITOApPa3yMeBa ,,KOPHIITNCHE T1UjarHOCTHIKIX
TectoBa > 1a 6U Ce AOLUIO 10 uHpopmarje o Mmoryhum npomeHama (MyTtainujama) Wiu

»rpemkama“ Ha unauBuayanHoM JJHK a koje ce mosesyjy ca oapehennm nopemehajem uiu

10, Varga, S. Sioni et al., ,,Definitions of genetic testing in European legal documents, J. Community

Genetics, (2012): 3, ctp. 126.

2 0. Varga, J. Sequierios, Definitions of Genetic Testing in European and other Legal Documents,
EuroGentest, cTp. 2, 10CTyHO Ha:
https://eshg.org/fileadmin/templates/eugt/pdf/BackgroundDocDefinitionsLegislation\VV10-Final Draft.pdf
>30. Varga, S. Sioni et al., op.cit., crp. 130.

>* Ihidem.

5% Ibid., crp. 138.

556[[MjarHOCTI/IqKI/I TECTOBM YKJbYUyjy T3B. TecTOBe 3acHoBaHe Ha aHamm3u /IHK, koju ce jom HaszuBajy u
TeHETCKH TECTOBH M MOJpa3syMeBajy AupeKkTaH mperien ceksenie monekyia JIHK. Iopen Tora, mocroje u
JIMjarHOCTHYKH TECTOBH, KOjU C€ Ha3MBajy jOII 1 OMOXEMHjCKH TECTOBH, € C€ aHAIM3HUPA]y NMPOAYKTH I'eHa,
OAHOCHO €H3UMH, C THM Ja CE€ II0A ,Z[I/IjaFHOCTI/I‘IKPIM TECTOBHMMA IOJApasyMeBa U MHUKPOCKOICKU MPEriie]
xpomo3oma. T. L. Rachinsky, ,,Genetic Testing: Toward a Comprehensive Policy to Prevent Genetic
Discrimination in the Workplace, “ U.Pa. Journal of Labour and Employment Law, Vol.2:3, 2000, ctp. 579.
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557 .
Pa3Boj MenuiuHe u

noBehaBajy pum3uk on Hacranka nopemehaja y Oymyhnoctw.*
TeHETHKEe, Ka0 M MOTyhHOCT 3JI0yrnoTpede reHETCKOT TeCTHpama O]l CTpaHe MOCIoAaBana
3aXTeBa TMPEIU3HO JehUHUCAE W pPEryjiucame TIeHeTcke HH(pOpMaIdje, TeHETCKOr
TECTUpama, ycjloBa 3a CIPOBOBONEHE TCHETCKOr TeCcTHpama Yy Oo0lacTH paga |
3aIolbaBamba, KOPUIINCHkE pe3yliTara TeHETCKOT TECTUpama OJf CTPaHe MOCIOJAaBIa H

qyBame HH(OpMAIHja O TEHETCKOM CTaTyCy 3al0CICHUX.

[TocToje ABE OCHOBHE 6pcme 2eHemcKoe Mmecmuparad Ha Mecmuma pada W OHE ce
pa3uKyjy npemMa [uJby TECTHpama - TCHETCKM MOHHTOPUHT M TEHETCKHM CKPUHUHT.
I'enemcku MoHumopune CpOBOAM CE ca UJbeM YTBphUBama reHeTCKHX aOHOPMAIHOCTH
MOTEHIIMjaTHO ~ Y3POKOBaHUX  M3JIOKEHOIINY  3amociieHuX  oJpe)eHUM  TOKCHYHUM
MaTeprdjaMa Ha MECTHMa paja y OKBHPY CcHpoBohema Mepa 3amTHTe 31apaBba U
0e30eqHOCTH Ha pany.558 l'enemcku cKkpunune c€ CIPOBOIU ca IUIJbEM YTBphUBama
ypoheHHX TeHETCKMX KapakTepuCTHKa 3a Koje ce cmarpa Ja mnoBehaBajy
MOJIJIOKHOCT/OCETIPMBOCT 32 KACHMjU HacTaHak ojpeheHux Gomectn®>’ Jlok je ompaBaame
TeHETCKOT CKpUHUHTA Ha MECTHMAa pajia, ca CTAaHOBHUINTA BehnHe ayTopa, eTHYKH U TIPABHO
pOo0JIEeMAaTHIHO, TCHETCKH MOHUTOPHUHT CE OIpaB/aBa Kao JIeo CIpoBohema Mepa 3aIiTuTe
31paBiba U 0e30enHOCTH Ha pany. Mmak mocraBiba ce MUTame €PUKACHOCTH TeHETCKHUX
TECTOBa Kao Mepe 3alllTUTe 3/paBjba U 0e30eAHOCTH Ha paay jep ce cMmaTpa Ja je
NpEeIMKTUBHA BPEIHOCT OBMX TECTOBA 3a HACTaHaK ojpeheHux Oojectu ykibydyjyhu u
npodecHonanHe craba kaja ce TOBOPH O IOjeAMHAYHIM Ciyuajeuma.”* Pasiior je Taj o
je HacTaHak 0oJjecTH KOJ MOjelMHIIAa TOCIEANIIa BeoMa CIOKEHHX WHTEpaKIhja reHa U

JKHBOTHEC CpC,Z[I/IHe.561

JenuHno y cny4yajeBUMa TEHETCKOT JeTepMUHH3Ma (KOHIICNT Y
OMOJIOTHU ¥ MEIUIIMHU KOJU C€ 3aCHHMBA Jla CXBaTamy Jla TEHETCKU CKJION MMa MpecyaaH

yTHIa) Ha Mmanudecranujy oapehene 6onectn) npeasuhame HacTaHka ojpeheHe 60aecTu y

7T, L. Rachinsky, ,,Genetic Testing: Toward a Comprehensive Policy to Prevent Genetic Discrimination in
the Workplace, “ U.Pa. Journal of Labour and Employment Law, Vol.2:3, 2000, ctp. 578.

>% C. MacDonald, B. Williams-Jones, ,,Ethics and Genetics: Suspectibility in the Workplace, “ Journal of
Business Ethics, 35, 2002, ctp. 235.

>3 Ipidem.

%0 K. Van Damme, Genetic testing in the workplace: the scientific aspects, Secretariat — General of the
Commission, Brussels, 2000, crp. 3, mocrymHo Ha: http://ec.europa.eu/bepa/european-group-
ethics/docs/publications/opoce_en.pdf

%1 Ipidem.
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OyayhHOCTH MOXKe OWTH TMOY3/aHO, a TO j€ JOKa3aHO KOJ Major Opoja HacleTHUX
562 .

6onectn.””” Kao mpumep Hacienne 00JECTH TAE je TOY3/1aHOCT IT'eHETCKOT TecTa BeUKa U

IJIe caMo MOCTOjamke I'eHa CUTYPHO JOBOIM 10 MaHudecTamuje 6osectn y OyayhHoctu 6e3

WKaKBHX yTHIIaja aKTopa )KUBOTHE (M pajJHE CpeuHe) y3uMa ce XaHTHHITOHOBA 0OJIECT.

JIOCTYITHOCT TEHETCKMX TECTOBA 3aXTeBa pa3Marpare MMUTamba MOBE3aHUX Ca MPHUHIIUIIOM,
OJTHOCHO ca TPaBOM Ha IPUBATHOCT M NMPABOM Ha ayTOHOMH]Y KOjH ce cMaTpajy Mel)ycoOHo
MOBE3aHUM M 3aBHCHHM TI0jMOBHMA, KaJia CE TOBOPH O F€HETCKOM TECTUPaby. Y KOHTEKCTY
TEHETCKOT TeCTHpamba MPaBO Ha ayTOHOMH]Y CE OJIHOCH Ha ,,lIPABO JIUI[A J]a CAMOCTAJIHO, Ha
OCHOBY CBHX pEJICBaHTHHX MH(OpMaIinja, TOHECY OIYKY O TOME Jia JIU JKeJIe WK HE Kelie
na Oyay MOABPTHYTH T'€HETCKOM TECTHpamy, Kao M Jia JIM JKele Ja Ca3Hajy pe3yirare
TaKBOT TecTHpama.“**° Kaja je JIuie Jalo IPUCTAHAK 33 FeHETCKO TEeCTHPAbE ,, IPHBATHOCT
nojipa3yMeBa MpaBo Ja ce JOoHece WHPOPMHUCAHA, CAMOCTAIHA OJJIyKa O TOME Jia JIH HEKO
MM KO MOXe xa no0uje MH(OPMAIMjy O HErOBOM IEHETCKOM crarycy.“ >’ 3amTura
NPUBATHOCTH T€HETCKUX (M 3[paBCTBEHHX HMH(OpMAIlMja) 3aXTeBa 3aIITHTY TPU OCHOBHA

: . 565
CJICMCHTA, KOJU CC€ CMATpa)y ,,CTY6OBI/IMa“ IIpaBa IPUBATHOCTU — 3alITUTY H36opa,

. 7 . .
TajHOCTH® W TOBEPJEMBOCTH,”’ Iie 3aITHTa M360pa M TajHOCTH 0Ge3belyje 3amrTury

mpaBa Ha MPUBATHOCT HAa HUBOY CaKyIJbatkba MH(OpMaIlMja O TEHETCKOM CTaTycCy, IOK

%62 Ihidem.

%63 7. L. Rachinsky, op. cit., ctp. 583.

564 Ibidem.

565 HpI/IBaTHOCT H360pa WK TPHUBATHOCT AOHOLICHA OJJYKE 3aCHHBA CC€ Ha MNPUHLIUITY a}’TOHOMI/IjG u
MNpUHIHUITY caMooz[pebeH,a, TC NOApasyMEBa HEMCIIAKLE Cy60pZ[I/IHaHTH01" TCJ1a, 10cjJoaaBla HWIN
ocurypaBajyhe opraHmsanmje, y MOTJIeAy JOHOIICHA OMIYKE O IOABPTraBamky T€HETCKOM TECTUPARY, THE Ce
wtuty u36op nojenunua. P. S. Florencio, E.D. Ramanathan, ,,Secret Code: The Need for Enhanced Privacy
Protections in the United States and Canada to Prevent Employment Discrimination based on Genetic and
Health Information,* Osgoode Hall Law Journal, Vol. 39, No. 1, 2001, ctp. 88.

566 [TpaBo Ha TajHOCT reHeTCKUX MH(GOPMAIja IITUTH IIPUBATHOCT JIMIIA HAKOH LITO je OHO OJIYYWIIO Ja ce
MOJBPTHE T'€HETCKOM TECTHUPAmy, /e ce 3a0pamyje MOCIO0AaBIly WM OCHrypaBajyhoj opraHu3andju jaa
3axTeBajy, GopManHO win HehOpMaNHO, reHeTCKe HHpOpMAaIHje, C THM, Ja Ce y YIOPEIHOM IpaBy, TO
cMaTpa JI03BOJLCHHUM Y CIIydajeBHMa Kaja nHopMaIrje MOTy Ja YTUIY Ha CUTYPHOCT U 0e30eTHOCT Ha pany.
P. S. Florencio, E.D. Ramanathan, ,,Secret Code: The Need for Enhanced Privacy Protections in the United
States and Canada to Prevent Employment Discrimination based on Genetic and Health Information,
Osgoode Hall Law Journal, Vol. 39, No. 1, 2001, ctp. 90.

57 [loBepsbMBOCT TEHETCKMX WH(pOpManuja 3HauM 3abpaHy CEKyHJIApHOT OTKpHBama T'€HETCKUX
nHdopManHja, OIHOCHO NpaBO JIMIA JAa HAMETHE JpyruMa o0aBe3y 4yBama TajHOCTH TEHETCKHX
unpopmanmja. P. S. Florencio, E.D. Ramanathan, ,,Secret Code: The Need for Enhanced Privacy Protections
in the United States and Canada to Prevent Employment Discrimination based on Genetic and Health
Information,* Osgoode Hall Law Journal, Vol. 39, No. 1, 2001, ctp. 91.
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ToBepJbMBOCT 00e36elhyje samuTy Ha HuBOy Kopumhema nHpopmammja.”® OcHoBua
IpaBHA MMUTamka MOBE3aHA Ca TEHETCKUM TECTHPAmEeM Ha MECTHMA pajie jecy Moja KOjuM
YCIOBMMa j€ TEHETCKO TECTUPame JI03BOJbCHO, KO je OBJAamheH Ja CIPOBOAM TaKBa
TEeCTHpama, Kao M y KOje CBpXEe C€ MOXKE KOPUCTUTH IeHeTCKa MH(popMaluja 1o0ujeHa Ha
Taj HAYMH.

['eHeTcko TecTHpame Ha MECTMMa pajia OIpPaBJaHO j€ YKOJIMKO je IIHJb TECTHparmba
CIIMMUHUCAE M CMaKkCHhEe PH3UKA 10 3JIpaBjbe M 0e30€THOCT 3aroCieHUX, OJIHOCHO
YKOJIMKO OHO MMa 3a ITuJb o0e3beheme onropapajyhux yciosa paga (mpemeniTaj Ha JIpyro
onropapajyhe pagHo mecto, ckpaheme pagHOT BpeMeHa, 00e30eheme nyKux maysa y TOKy
pana) 3amociieHuMa ca moBehaHuM pu3HIMMa 3a HacTaHak ojapel)eHuX OOJIECTH YuMe ce
OCTBapyje Haueso COIMjalHe MpaBJe OJHOCHO UCTOBpeMeHO 00e30elyje 3amTuTa 31paBiba
3aIlOCJICHUX M 3allTUTA MpaBa Ha (J0CTOjaHCTBEH) pajl. [IpeIMKTUBHO IEHETCKO TECTUPAHE
OJTHOCHO T3B. TCHETCKH CKPHHUHT KOJUM c€ YTBpl)yjy T€éHETCKe KapaKTepPHCTHKE 3a KOje ce
cmarpa na nosehaBajy pH3MK O]l HacTaHka Oojectd y OyayhHocTm camo mo ceOu HHje
JI03BOJbEHO, OJJHOCHO TEHETCKO TECTUPAHkE HE CME OUTH YCJIOB 3a 3aCHUBAKE PATHOT
OJTHOCA, YCIIOB 3a HamlpelOBamke WM YHICHUIIA KOja Cce y3uMa y OO3Hp MPHIMKOM
OJUTYyYHBama O MPECTAaHKy PAgHOTr OJHOCA 3aroCieHOT. Y CYMPOTHOM, TaKBO T'€HETCKO
TECTHpame CMaTpa C€ FeHETCKOM JIHCKPUMHUHALIA]OM KOja MPECTaBIba TIOBPEITY OCHOBHOT
COIIMjaJTHOT TpaBa — IMpaBa Ha (JIOCTOJaHCTBEH) paj. Y ciydajeBUMa Kajaa j€ J03BOJHEHO
TeHETCKO TEeCTUPAalke OHO C€ CIPOBOAM OJ CTpaHe oBJamheHor juma y3 obaBe3aH
uHpopMHCcaHu TMpucTaHak 3amocieHor. Ilox osnamhenuM nunem 3a  crpoBoheme
TEHETCKOT TECTHpama cMmaTpa ce KBaTU(UKOBAHU 3/IPABCTBEHHM PATHUK KOJU j€ MPOIIA0
00yKy M3 00JlacTH KJIMHHYKE T€HETHUKE M KOJU Ioceayje onaromapajyhy mo3Boiy 3a pan
(nHueHuy).569 3anocnenu Tpeba 1a Oyne HHPOPMHCAH KaKo Y YCMEHOM Tako M 'y MHCAHOM
00JIMKY O LUJbY TECTHpama, BPCTH U METOAY, MOTYhMM pU3MLIUMa TecTUpama, Moryhum

pHU3MIIMMa T10 3arociemhe/paj, 0 HauMHYy YyBamba pe3yiTara TeCTUpama, Kao U 0 YCIOBUMA

%8 p_S. Florencio, E.D. Ramanathan, ,,Secret Code: The Need for Enhanced Privacy Protections in the
United States and Canada to Prevent Employment Discrimination based on Genetic and Health
Information,* Osgoode Hall Law Journal, Vol. 39, No. 1, 2001, ctp. 77.

%9 C. MacDonald, B. Williams-Jones, op. cit., ctp. 238.
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NpEeHOIICHa TeHeTCKe HHDOopMartije.” ° 3paBCTBEHH PaIHHK KOjH CIPOBOIM TECTHPAILE Y
o0aBe3u je W Ja reHeTcke MHGopMaIyje 3arocieHuX T00HjeHe TeHETCKHUM TEeCTUPAmhEM
qyBa M TPETHpa Kao IOBepJbHBE.” - PesylNTaTd TeHETCKOr TecTHpama Mpejajy ce
UCKJbYUYHMBO 3aIOCIICHUMA KOjU UMajy MOpAJIHY, HE U MPaBHY 00aBe3y Jla 0 mhHMa 00aBecTe
nocioxasna.” 2 Ha Taj Hauns, 06e36eljyje ce 3alTuTa MpHUBaTHOCTH 3aII0CIICHIX, 3allTHTA

31paBJba U 0e30€THOCTH Ha Pajy, Kao U MpaBo Ha (IOCTOjaHCTBEH) pai.

1.3.2.1 Jluua k00 Kojux nucy manughecmosanu cumnmomu doaecmu
['eHeTckUM TecTHpameM YTBplyje ce CTaTyCc HOCHOIA PAa3jIu4YMTHX OO0JIECTH, 3aTUM T3B.

PEeCUMIITOMATHYHA TeHeTCKa HH(opMaIja, OAHOCHO nHpopManrja o mopehaHoM pU3NKy
KOJI TojeinHala 3a ManudecTanujy 601ecTH, HHBAJHUANHOCTH WK cMpTU y OyayhHocTH, ¢
TUM Jla Ce TCHETCKHMM TEeCTUPameM OTKpUMBa M TeHeTcKa HH(popmanuja HE camMo o
3[PaBCTBEHOM CTamy JIMIIa HaJl KOjHM CE€ CIIPOBOJYU T€HETCKO TecTupame Beh m uinaHoBa
merose mopouie.”’° JIMma Koja MMajy CTaTyc HOCHOIA NATOTGHWX TeHa M KOJ KOJHX
Hukana Hehe nqohu 1o Manudecranuje 00JIECTH, TUIA KO KOJUX TOCTOjH IMOBehaH pU3UK 3a
eBeHTyalHy MaHudecTanujy 00JecTH, UHBATUIHOCTU WM CMpTU y OyayhHOCTH, Kao u
YJaHOBH NOPOJAMIE JHIA ca MaHU(ECTOBaHMM WM HEMaHH(ECTOBAHMM TI'€HETCKUM
omrehemrMa cranajy y moceOHO pamUBY PaTHONPABHY KATETOPH]Y 3a KOjy je MOTpeOHO
NPEJBUICTH JTOJATHY 3aIUTUTY TpaBa M OCHTypaTH 3a0paHy T'€HETCKE JMCKPUMHHAIIH]E,
Kao0 M 3allTUTY [IpaBa MPUBATHOCTH y 00JIACTH pajia U 3amollbaBamka yuMe ce o0e3oelhyje

HECMETaHO OCTBapUBam-€ MpaBa Ha (JIOCTOJaHCTBEH) pal.

13211 3abpaHa reHeTCcKe JUCKPUMUHALIN]Ee
Nako cripoBoheme TeHEeTCKOT TeCTUpama, OJJHOCHO TE€HETCKOT CKPUHMHTAa U MOHUTOPUHTA

JOII YBEK HHje y TOJMKO] MEPU 3acCTYIUbEHO y 00JacTH paja M 3alollljbaBama, OueKyje ce
Jla pa3BOj T€HETCKE TEXHOJIOTH]e U JTOCTYITHOCT Pa3IUYUTUX FeHETCKUX TECTOBA JIOBENY /10

noBehaHe ymorpebe OBHUX TECTOBa O] CTpaHE IMOCIojaBaia y 6y[[thOCTI/I.574 Jenan ox

50| Nielsen, op. cit., ctp. 38.

*" Ibidem.

52 1bid., ctp. 39.

5% 0. Varga, S. Sioni et al., op.cit., crp. 138.

4. A. Feldman, R.J. Katz, ,,Genetic Testing & Discrimination in Employment: Recommending a Uniform
Statutory Approach, “ Hofstra Labor and Employment Law Journal: Vol. 19: Iss. 2, Article 4, ctp. 389.
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pasJiora 3aMHTEPECOBAHOCTH TOCIIO/IaBalla 32 PE3YJITATE TEHETCKOT TECTUPAha 3al0CIEHUX
jecte mporeHa moBehama MOTyhHx TpOIIKOBA MOBE3aHUX ca MaHU(ECTAINjOM T€HETCKUX
6osectn y 6yayhHocTu. 375 TpomikoBu cy moBe3aHu ca KopumhemeM IIaheHor 0/IcycTBa
300r 60jecTd O]l CTpaHe 3arloCieHHX, 3aTUM MOTYNHOCT paHOr OjJlacKa y MEH3U]y, WIH
JOJaTHA TPOIIKOBM TOCIOAaBana 3a mpuiarohaBame MecTa paja 31paBCTBEHUM
norpedama 3amocieHUX KOJ KOjUX IOCTOjU TMoBehaH pu3MK 3a HacTaHak ojpeheHnx
6onectu. [locnomaBuu KopucTe pe3yaTaTe reéHEeTCKOT TeCTUpama Kako OM YTBpHUIM KOjU
3alOCJIEHH MOTY HCTOBpPEMEHO Ja MoBehajy MpOAyKTHUBHOCT ajid M Ja MHHUMH3UPA]Y
TPOIIKOBE TIOCIIOAaBaIa KOjH C€ OJTHOCE Ha IbUXOBY 00aBe3y CIpoBoleme Mepa 3a 3aITUTY
3/paBiba U 6e306eXHOCTH Ha pany.” ° 'eHeTCKO TeCTHpame Koje MMa 3a Wb YTBphHBabHe
MPEeIMCIO3UIMje 3allOCIieHuX 3a HacTaHak ojapehenux Oonectn y OyayhHocTH KoJ
HeMaHU(ECTOBAHUX CTama paau mnosehama MPOAYKTUBHOCTH M MaKCHMHU3alMje MPOPUTa,
OJTHOCHO PaJii OCTBAPEHa CKJbYUYMBO EKOHOMCKOT MHTEpEeca IMOCII0/IaBla HHje T03BOJHEHO
M CMaTpa ce TEeHETCKOM ckpuMuHammjom.” ' Iloctoje Bume Haumpa momolly KOjHX
MOCIIO/IaBIIM JI0JIa3e Yy MOce] TeHeTCKUM HH(opMaljama 3arnocieHux — 1. cnpoBohemeM
FEHETCKMX TEeCTOBAa T3B. NPEIUKTUBHU TE€HETCKH TECTOBHU; 2. JOJNAXEHEM Yy IOce.
MEIUIIUHCKIM TI0/IalliMa 3aroCiIeHIX OJHOCHO IMOJAIMa M3 MEIUIIMHCKE UCTOpHUje KOjH
cajpke reHeTcke HHQpopmamuje; 3. kKopuirhemeM TeHETCKMX HHpopMaiuja Koje cy
00e30eheHe Ha Opyru HayuH, HOP. U3 KOMI[JYTEPCKHMX 3/IpaBCTBEHUX Oaza mojaraka; u 4.
KopulthemeM TIeHEeTCKUX HH(popMaiuja Koje ce Hajasze y MoJaluMa O Y4YecTaloCTH
reHerckux mopemehaja y mopoauiu 3aMOCIIeHOr.” Kopumheme T3B. npeduxmuerux
2eHeMCKUX mecmoea 00 Ccmpane nociodaséayd WMa 3a UWJb Ja yTBPAW Ja JIM KOJX
3arociIeHUX KOJl KOjUX HHje JIONLIOo A0 MaHH(ecTanuje 001ecTh NOCTOju MmoBehaHu pU3MK
ox HactaHka oapeljennx Gomectn y Gymyhroctr.””® BoecT MoKe HACTATH Kao TOC/IE/IHIA

MMpoOME€Ha HAa TAYHO O,Z[pel’_)eHOM TeHy, 3aTUM IIPOMCHA Ha BUIIC I'CHA WUJIM KAO0 ITOCJICAUIIa

> |bid., crp. 390.

>’ Ihidem.

7 |bid., cp. 397.

8 N. J. King, S.Pillay, G.A. Lasprogata, ,,Workplace Privacy and Discrimination Issues Related to Genetic
Data: A Comparative Law Study of the European Union and the United States,” American Business Law
Journal, Vol. 43, Issue 1, 2006, ctp. 94.

A Silvers, M. A. Stein, ,,An Equality Paradigm for Preventing Genetic Discrimination,” Vanderbilt Law
Review, Vol.55, 2002, ctp. 1346.
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nenoBama (BaKTopa CpeiMHe Ha OxpeljeH TeHETCKH CKJION 3aroCIeHOr.” " IIpearKTHBHO
TEHETCKO TEeCTUPAE YKIbyuyje HCIUTUBAKEC MOjJeJUHAYHUX TI'EHETCKUX y30paka
3aIIOCIIEHHX KOJ KOJHX je IpouemeH moBehan prsnk o HacTanka Gomectr. - [lopex Tora,
OBO TECTHpame KOPUCTH CE€ W 3a TECTHpAame WIAHOBA IOPOAMIE Ca [HIJBEM
UICHTU(PHUKOBabA TEHETCKUX MapKepa KOju yKasyjy Ha MOCTOjame Haciel)eHHX reHeTCKux
npomena.”®” TIpeIMKTHBHH TEHETCKH TECTOBH MOTY Aa YKaKy Ja je peCIMpaTopHa
nH(pekIrja moBe3aHa ca perkoMm Oosemhy nuctuuHe GubOpose, kKao U na cy oxapeheHu
HEYDONIOIIKH CHMIITOMH TOBE3aHH Ca PETKOM XaHTHHITOHOBOM Ooremthy.”®® Wmak,
NPEIUKTHBHA BPEIHOCT OBHX TECTOBA 3aBHCH O] BHIIE (aKTOpa — pa3linka y T€HCKUM
eKCIpecHjamMa, TayHOCTH TeCTa, W CTAaOWJIIHOCTH TIOBE3MBama TI'E€HETCKHX MapKepa H
CyMmHBHX TeHa.”®* CaMo 3a HEKONMKO PETKHX OOJECTH je MPEIMKTHBHA BPEIHOCT TECTA
100 mporenara, rie NpoMeHa Ha reHy HEeM30CTaBHO JOBOIM 10 MaHU(ecTaluje 00JIecTH y
6ymyhaocti.”®™ Heperko OBHM TECTOBH [ajy JaHE MO3UTHBHE WM JIXKHE HETATHBHE
pesynrare.”®® TIpe/MKTHBHN TEHETCKH TECTOBH MOTY HMATH M OAPEleHHX MOTOIHOCTH,
KaKo 3a IOCJI0/IaBIe TaKo U 3a 3arocieHe. Haume, oHM MOTY Jla yKaKy Ha MPeIUCIIO3HIIN]Y
NojeiMHaNa 32 HacTaHaK WHBAIMIUTETa y OyIyhHOCTH, 3aTUM YKOJUKO Yy TOPOIUIN
MIOCTOjM BUCOKA WMHIMJICHIIA HACTaHKa ypol)eHuX OO0JIeCTH, MO3UTHBHU PE3yJITaTH MOTY Ja
omoryhe nojeruHIMMA Jla ce pUrpeme 3a pa3Boj Oosiectu. Tako, ko1 HEKUX 0oJyiecTH, Kao
mTo cy BusiconoBa OosiecT U XxemMoxpomarTosa, MpoPuIaKTUIKe Mepe KOoje CIpedaBajy Uiu
OJUTaXy T0jaBy CUMITOMa OOJIECTH WM TepalHjcke Mepe Koje yMamwyjy WU eTUMHHUILY

CUMIITOMC IIOKa3aJjie Cy C€ KaO0 BCOMa e(i)I/IKaCHe.587

Ilopen Tora, paHa JujarHOCTHKa
Oosectn moBehaBa miaHce y Jiedemy M O3]paBJbely MNalujeHarta. HeraTuBHH TecTOBH
cMamyjy Opury mnociojaBania 3a 3/paBJb€ 3allOCIeHMX, omoryhaBajy 3amociieHuMa Ja
IUTAaHUPAJy pa3Boj Kapujepe, Kao U Ja IMJIaHupajy HOpPOJUILy y MOIJeqy MOTOMCTBA JOK

MO3UTUBHU PpE3yJITaATU MOr'y Ja CHpeue HIU OIJIOXKE MaHI/I(i)eCTaI_[I/ij Oonectn

%80 |hidem.
%81 |bid., ctp. 1347,
%82 |hidem.
583 1hidem.
58 1hidem.
585 1hidem.
586 1hidem.
*¥7 Ibid., ctp. 1348.
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IpeMeIlTajeM 3arocieHNX Ha pajHa MecTa Koja o0e30elyjy Behy curypHocT Ha paay u

588
3alUTUTY 3/IpaBJba.

CrnpoBoherme TPEIUKTUBHOT T€HETCKOT TECTHpama OJl CTPaHEe IOCIOoJaBala Ca IHUJbEM
3aIlITUTE 3[[paBJba U 0€30eIHOCTH 3aMOCICHUX Y3 UCTTYEHhe 0ipe)eHUX yciaoBa y Horiaeny
NPUMEHECHOT TIOCTYNKAa W O0aBelITeHha 3alloC/ICHUX, YyBamba M Kopulihema pe3yirara
TEHETCKOT TECTHpama OlpaBlaBa Ce KaKO ca CTAHOBUILIA €TUKE TaKO M Ca CTAHOBHIITA
npaBa JIOK CE€ CIPOBOhEHE TI'€HETCKOr TeCTHpama ca IMJbeM YTBphHBama MOTr0JHOCTH
MojeIMHIIA 32 O/Ipel)eHu mocao, MpU YeMy je ped O MOCIOBUMA Tie oJpeheHo 31paBcTBEHO
CTalb¢ HHUje HEOMXOJaH YCIOB 3a 00aB/barbe JaTOr I[0C/Ta, OJHOCHO YCJIOBJbABAHEC
3aCHHMBarba PaJHOT OJHOCA, HAMIPEIOBakha U PYrUX yCIOBa paja WK OJUTyKe O MPECTAHKY
pamHOr OJHOCA pe3ysiTaTuMa FeHETCKOT TeCTHpama cMaTpa MOBPEJIOM Hauella jeJHAKOCTH
IIaHCH W TIOCTYyIama, OJHOCHO Hauena 3a0paHe MUCKPUMHHAIMjE U TOBPEIOM IpaBa Ha

(locTOjaHCTBEH) paj.

T'enemcka ouckpumunayuja neyHUIIE C€ KA0 HEOMPABIAHO MPABJHEHE Pa3INKa OJHOCHO
pPa3IMyYMTO TMOCTYMamke IpeMa MOjelMHIly WU TpeMa YJIaHOBHUMA HETOBE MOPOIUIE Yy
o0nacTu paja camMO Ha OCHOBY CTBapHE WJIM IPETIIOCTaB/bEHE PA3IUKE HETOBUX I'eHa Y

OAHOCY Ha T3B. ,,HOpMaJiHE rene.”®

Jluma xoja Mory OWTH >XpPTBE TI€HETCKE
JUCKpUMHUHaLHKje jecy — 1. OHa KOJ KOjUX HHje JIOLUIO 0 MaHudecTaluje 60IecTH au cy
HOCHOLIM T'eHa Koju noBehaBajy MoryhHocT HacTaHka ofpehenux Gornectu y 6yayhHocTu;
2. OHa JIMIIa KOja Cy HOCHOIIM PELECUBHUX M€HETCKUX CTama (XETepO3UTroTH) ajli KOJ KOJUX
Hukaaa Hehe mohw nmo manudecranuje Oosectd; 3. JUIA KOja MMAjy JelaH WM BUIIE
TeHEeTCKUX NoiauMopdu3Ma aau 3a Koje HMje MO3HAaTo Ja JIOBOJE J0 HACTaHKa HeKe
Oonect; W 4. HENOCPEOHH CPOJHHUIM JIMIA ca MO3HATUM WM MPETHOCTAaBJbEHUM
reHeTckux cramimMa.”’ IIpBy rpyny (1) unHe: a) JmIa Koja MOry xa Gymy JiedeHa mpe

MaHuecTalyja cUMNTOMa OOJECTH WM YHjU CHUMITOMH Mory na Oyny eQpeKTUBHO

KOHTPOJIMCAaHU Tako Ja OoJecT He y3pOKyje MHBAJTUAWUTET (Ha mp. (EHUIKETOHypHja U

588 B
Ibidem.
%89 M. R. Natowicz, J. K. Alper, J. S. Alper, ,,Genetic Discrimination and the Law,“ American Journal of
Human Genetics, Vol. 50, 1992, ctp. 466.
0 1hidem.
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XeMoxpoMaTo3sa); 0) imma ko kojux he y OyayhHocTH HACTYUTH OOJIECT KOja je HelleunBa
u (aranHa (Hnp. XaHTUHTTOHOBA 0oJiecT); B) JuIa uMja OoyiecT kaxa ce maHudecryje
Bapupa y CTENeHy O30M/bHOCTH WIM Yy e()EKTHUBHOCTH TpeTMaHa (Jedema) (HIp.
Heypopubpomaroza tun 1 wu Illapko-Mapu-TyroBa 6Gomect (Charcot-Marie-Tooth
disease); r) numa 4YMju TeHW HE JOBOJEC HEMHMHOBHO 0 MaHUdecTramuje OoiecTd y
OynyhHoctu anu noBehaBajy MOryhHOCT H,EHOT HaCTaHKa (HIIP. MPETIIOCTaB/LEHU TCHH 32
nujaberec, pa3IMuuTH OOJUIIM KaHIepa U OO0JECTH cpla); 1) JUIA YHjH TEHOTHI X YHMHHU
OCEOHO palUBUM HA U3JIOKEHOCT OJJpel)eHUM IITETHUM areHCUMa XKUBOTHE CPEIMHE KOjH
O0M “MaiM MUHMMAaJaH WM HUKAaKaB YTHIA] Ha JIMIA ca T3B. ,,HOPMATHHUM" T'€HOTHIIOM
(MaJMrHa XHIepTepMuja 1 AeUIUT IceyaoXonuHecTepase).” " Y npyry rpyny (2) cranajy
MYIIKd WM KCHCKH HOCHOILM ayTOCOMAJHHUX PEIIECHBHUX OOJIECTH U JKEHE KOje Cy
HOCHOIIM TIATOJIOIIKUX MpoMeHa Ha X Xxpomo3omy. Hajuernrhe Gonectu w3 oBe rpyne cy
perka mwmcruyHa (ubposza, Oomect cpractux henmuja um  JlameHoBa MycCKylapHa
mcrpoduja.®®? Tpehy rpyny (3) 4uHe JnIa ca GEHUTHAM TEHETCKHM MOMMMOPGH3MOM 1
nceynoaeUIMjeHTHAM alle/IiMa 3ajeIHIYKIM 38 MHOTE JTH3030MHE CH3UME. ™

[Torpeba perynucama U 3a0paHe TEHETCKE JUCKPUMHHALIM]E jaBUJIa C€ HEKOJIUKO TOJWHA

59

. . 4 .
HAaKOH II0YETKa pealu3anuje npojekra XyMaHu T'€HOM, = TadHHje, JAEBEIECETUX TOAuHa

JBajzieceTor Beka. MneHTudukanuja jbyJICKOI F€HOMa M aHallM3a IeHETCKOI MaTepHjaia

¥y norieAy Jjuna u3 rpymne /) maHac mocToje M0Ka3H 3a caMO HEKOJIMKO THIIOBA IeHa KOju pearyjy Ha
onpeheHe TOKCHHE W3 KHUBOTHE cpeauue. Jeduuur riaykosa-6-gocdar nexuaporeHase je TeHETCKO CTarbe
KOje ce MoBe3yje ca NMPEeANCIO3UIMjOM JIMIa Ha oapeleHe TOKCHHE W3 XKMBOTHE WM pajaHe cperaune. VMnax
pa3Mepe y K0joj MyTalije TeHa TOBOJE O MpodieMa Ha MECTUMa pajia Cy jOIIl YBEeK Y BEIIMKOj MEpH HejacHe.
M. R. Natowicz, J.K.Alper, J.S. Alper, ,,Genetic Discrimination and the Law,*“ American Journal of Human
Genetics, Vol. 50, 1992, ctp. 466.

%92 |hid., ctp. 466.

* |bidem.

5% OcamzeceTx roMHa IBaJECETOr BEKa OTBOPEHA je 1ebaTa, y OKBHPY MHTEPHAIHOHATHE KOH(EpEHIHje
onpxane y Canra ®e-y mox okpusbeM /[lemaprmana 3a eneprujy Cjenmmenux Amepuukux /[pxkasa, 3a
MOKpETalkhe UCTPaKMBama ca IubeM ojapehuBama renercke uH(pOpMalje caapxane y hemujama doBeka.
KondepeHnuuja je nosena 10 mokperamba WHHUIUjaTHBE 32 UCTPAKHUBaIe Jbyackor renoma (Human Genome
Initiative) 1987. roauHe, Te ce oBa TOAWHA CMaTpa IMOYETKOM MeljyHApOJHOT MpojekTa XyMaHH T'€HOM
(Human Genome Project). T'omune 2000. Hay4HOj M CTPY4YHO] jaBHOCTH MPHKA3aHU Cy HPBH PE3yJITaTh
NpOjeKTa, OJJHOCHO Ca3Hame Jia Ce JbYACKU FeHOM CacTOjU OJ INMpeKo 3 OMIMOHA HYKJIEOTHAHUX MapoBau aa
canpxu usmelhy 30 000 u 40 000 reHamTo MCTOBPEMEHO IIPEJCTaBIba U IIPBY ,,CIUKY™ JbYJICKOT I'€HOMa
nkana. [ogune 2010. uctpakuBame je mpomupeHo 1 Ha EBpony, oqHocHO ucTpaknBaunMa u3 CjeTumeHnx
Awmeprnukux JlpkaBa NpUApYXWIK Cy ce M UCTpakuBaun U3 Benuke bpurannje, ®@pannycke, Hemauke anu u
u3 Janana. M. CreBanoBuh, Emuuka numarea u docmuenyha y anaiuzu xymanoz cenoma, ¢tp. 108, nocrymnHo
Ha: http://www.dgsgenetika.org.rs/pdf/Stevanovic.pdf
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YOBEKa 3aXTEBala je pa3MaTpame eTHYKHX, IPABHUX U COLMOJIOIIKUX aclieKaTa Be3aHUX 3a
IPOjeKaT MCTPaKMBamkba XyMaHOT TreHoMma. Tako je reHeTcKa JMCKPUMHHAIMja TOocTaia
OpeMeT pPa3IYUTUX €TUYKHX CTyAHja, Kao M CTyIdja CIPOBEICHUM Yy OKBUPY
COLIMOJIONIKUX, aJli M MPaBHUX Hayka. MehyTtum, perynucame reHeTcKe JUCKPUMHHAI]C
npaheHo je mnpoOiieMOM HEYjeAHAYCHOCTH Y HEroBOM JeduHUCAky OAHOCHO Y
onpehuBamy mojMa oBe pelaTUBHO HOBE BpCTe NuCKpuMuHaiyje. [lopen Tora, moTpebHO je
YTBPAMTH Ja JTU T'€HETCKA JUCKPUMHUHAIIM]A JECTe JIe0 WIN j€ CHHOHUM 32 TUCKPUMHUHAIIH]Y
Ha OCHOBY 3/IPaBCTBEHOT CTama OJHOCHO 3[JPaBCTBEHOI CTAaTyca WM je ped O JBE MoceOHe
BPCTC JUCKpUMHUHAIMje, Kao © JaudepeHImpame TCeHETCKe JUCKpUMHUHAIUjE O

JUCKpPUMUHALIK]E TI0 OCHOBY MHBAJIHIUTETA HACTAIOT TPOMEHOM/MYTAIIMjOM Ha TeHUMA.

[TocToje nBa pasznuuuTa KOHIENTAa Yy JAeUHUCAKY TEeHETCKE IUCKPUMUHAIM]E WU
JTUCKPUMUHAILINA]E  YOTIIIITE. [IpBu KkoHIENT ce 3acHMBa Ha YHOTPeOM TEepMHHA
TUCKpUMHHAIIMja Cca LWJbeM YKa3uBamka Ha HEONpaBIaHO pa3lIMKOBame ofpeheHux
YJIaHOBA JbYJICKE 3ajeJHUIIC Y OJHOCY Ha OCTajy MOMyJalujy Koje ce cMaTpa APYIITBEHO
HENPUXBATIHUBAM.” > TepMUH IMCKPUMHHAL]E CE KOPHCTH Ja O3HAYH BPCTY PA3IHKOBAIHA
Koja Hem30eXHO jecTe win Tpeba ma Oyme OpymITBEeHO HenmpuxBar/buBa. Kao mpumep
HaBoJM ce AeduHucame y [lo3umonom nanupy o reHeTckoj TuckpuMuHanuju Caseta 3a
oarosopuy rexetuky (enr. Council for Responsible Genetics), roe ce He aaje mpenusHa
neduHHUIja JUCKPUMHUHAIIM]E alli Ce YKa3yje Ha H€HO HETaTHBHO 3HAUYCH-E, TE€ CE MOBE3Y]je
ca ,,Bpe/IHOBambEM JbYIM Ha OCHOBY CTEPEOTHIIA, & HE Ha OCHOBY BbUXOBHX JIMYHUX 3acCIyra
U CIIOCOOHOCTH YMME C€ BPIIM MOBpEAa Hadeja MPUBATHOCTH, 3aTUM MOBpEAa €THUKHX
Hayesa IITO jé MOPATHO U JIPYIITBEHO HEMPUXBATIHHBO PACliOjaBamb-e YIAHOBA 3ajeTHUIIE
Ha OHE KOju ,,MMajy*“ W Ha ,,0HE KOJU HEMajy, OJHOCHO HE TOCEAy]y" YHUMe C€ JbYIu
,KOKbaBaJy* 3a HEIITO IITO HUJEe y HUXOBOj KOHTPOJH, jJép C€ Ha Ta] HaYMH yrpokaBa
JEAHAKOCT U COLMjaHa HpaB,Z[a.“S% OBaj xoHLENT JeduHHCaka YKazyje Ha MOBE3aHOCT

JUCKpUMHUHALIMjE ca JbYJICKUM IpaBUMa, T€ C€ Kao MpaBH OATOBOP Ha JUCKPUMHUHALIN]Y

%% M. A. Rothstein, M. R. Anderlik, ,, What is genetic discrimination, and when and how can it be
prevented?,“ Genetics in Medicine, Vol. 3, No. 5, 2001, ctp. 354.
>% Ihidem.
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NpejUTaKe HEHO CAHKIMOHMCAMmE NPABHAM HopMama.”’' JIpyrH KOHIENT MOApasyMeBa
Kopuitheme TepMHHA IUCKPUMHHALIMjA y OHUM CIy4ajeBUMa KajJa IOCTOjU yCTaJbeHa
npakca IpaBJbea pasnke Melhy JpyauMa rjae ce APYIITBEHO HENPUXBATJBUBUM CMarpa
CaMo OHO Pa3IIMKOBAKE KOje je MpalHOHAIHO y oapelennm okomHocTrMa.>*® Ha mpuwmep,
OBJIE c€ T0Ja3H O] TOra Ja HIp. TUCKPUMHUHAINM]ja Yy 00JIACTH OCUTYpama HHje 3a0pameHa
VKOJIMKO C€ OJIHOCH Ha Kiacu(uKaiujy 3a MoTpede mnpey3uMama pHu3uKa jep je To

599
ITOCJIOBHO OIIpaBAaHO.

CXO0/THO KOHIIENITYaJIHUM pa3inKaMa U KOMIUIEKCHOIINY mpo0yieMa, y JINTepaTypH, MocToje
pasiuuume  Oeunuyuje eenemcke ouckpumunayuje. Porcreun (Rothstein) medunuiire
TEHETCKY JMCKPUMUHALM]Y KAO ,,pasiianTH TPETMAH 3aCHOBAH Ha TeHeTckoM crarycy*,’”
Ioctun (Gostin) kao ,yckpahuBame TpaBa, NPUBWJICTHja, TNPUIMKA HA OCHOBY
uHpopMmanuja H0OMjeHHX TyTeM JAMjarHOCTHYKAX WM NPEIUKTHBHUX T'C€HETCKUX
TecroBa.“*"! Ca Jpyre CTpaHe, y TMpBOj CTYyIUjU O I'€HETCKO] IUCKPUMHUHAIM]HU, OHA je
neduHucaHa kao ,,JUCKPHUMUHALMja yCMEpPEHa IMPOTHB IIOjeIUHLA WM YiIaHa HEroBe
MOPOJUIIE KOja je 3acHOBaHa MCKJPYYMBO HAa OCHOBY CTBAapHE WM IPETIIOCTABIHEHE
pa3IMKe BErOBUX I'€Ha y OJJHOCY Ha T3B. ,,HOpMaHE rene.“° [ocenta neduHUIMja je U
HajIpUXBaT/bUBUja jep TpaBU JUCTUHKLUM]Y U3Mel)y TreHeTcke AMCKpUMHHALM]E,
JUCKpUMHUHALIMje TI0 OCHOBY 3/IpaBCTBEHOI CTamka M JUCKPUMHUHAIM]E IO OCHOBY
WHBAIMANTETA, T€ yKa3yje Ja KPTBE I€HETCKE AMCKPUMHHAIIM]E TOpPEe]] caMor JIHIa KOJ
Kora cy yTBpheHe NpomMeHe y TIeHETCKO] CTPYKTYpH MOTy OWTH U YJIAHOBU HETOBE
nopoguue. Kpurepujym 3a pa3inMkoBame HaBEACHUX BpCTa TUCKPUMHUHAIMja  jecTe
MaHu(pecTanja OojecTH y cilydyajeBUMa Kada cy yTBpheHe NpoMeHe/HedocTalu Yy
TFeHETCKO] CTPYKTYpH nojeaunnna. Haume, ykonuko je 6o1ect HeMaHu(pecToBaHa, a ocToju

Pa3IMIUTO TIOCTyNNake W YKOJIUKO je OHO 1mocjieauna CTBApHC WKW MPETIOCTABJbCHE

7 Ibidem.

>% Ibidem.

% Ihidem.

%% Ihidem.

%01 | Gostin, ,,Genetic Discrimination: The Use of Genetically Based Diagnostic and Prognostic Tests by
Employers and Insurers “American Journal of Law & Medicine,Vol. XVII Nos. 1 & 2, 1991, ctp. 110.

602 Lemmens, ,,Selective Justice, Genetic Discrimination,and Insurance: Should We Single Out Genes in
Our Laws?, “ MCGILL Law Journal, Vol. 45, 2000, ctp. 355.
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MPOMEHE/HE0CTaTKa Ha TeHUMa ped je O TeHETCKO] TUCKPUMHUHAIIM]H, YKOJIUKO je JIOIILIO0
no manudecranuje 00eCTH ped je O TUCKPUMHUHAIM]U Ha OCHOBY 3/IPaBCTBEHOI CTamba,
JIOK aKO je TaKBO 3JIPaBCTBEHO CTamke JIOBEJIO JI0 HMHBAJIMIUTETa OHIA je ped o
JMCKPUMUHAIIAJU TI0 OCHOBY MHBanmautera. ¥ CjenmumbeHuM AmepuukuM JlpikaBama mpe
JIOHOIICHa 3aKoHA O 3a0paHu TUCKPUMHUHAIM]E HAa OCHOBY T'€HETCKHUX HH(bopMaqua603
(2008), mojenuHM ayTOopH Cy TyMaudywid ojpeade 3akoHa O JIMIUMA Ca WHBAJTHIAUTETOM Yy
Awmepunu (1990) y cmucny 3a0paHe reHEeTCKe AUCKPUMHUHAIIM]E y 00JacTH 3PaBCTBEHOT
ocurypama.®® OcHOB je 3aKoHCKa Ie(UHUIja HHBATHANTETA, TIE CE MO HHBAIHINTETOM
QITEpHATHUBHO cMaTpa: 1) ¢u3nuko wim MeHTamHO omreheme Koje orpannyaBa y Behoj
WIM Mam0j MEPH XKUBOTHE aKTHBHOCTHU TOjCIMHIIA; 2) MEIUIMHCKY JOKYMEHTAIH]Yy KOja
yKazyje Ha (pU3MYKO WM MEHTanHOo omrteheme, unu 3) clydaj Kaga ce cMarpa Ja
nojenuHal] uMa TakBo omrehewme. Tpeha nepununmja nHBaNMIUTETA — ,,CMATpa CE Ja UMa
omreheme TyMadeHa je Ka0o HEMaHH(ECTOBAHO 3JIPABCTBEHO/TEHETCKO CTambe, INTO j& U

Tymaueme KoMucuje 3a jejHaKe IIAHCE y 3alONUbABAEbY

606

(enr. Equal Employment
Opportunity Commission).”” Meljytum, BehHHCKO je CTAaHOBHIITE, IITO j€ MOTBPhEHO U
onnykama BpxoBuor cyma Cjenumennx Amepuukux J[pskaBa na 3akoH o JunuMMa ca
uHBaMauTeTOM Yy AMepuiu (1990) He mokpuBa, 6apeM He TUPEKTHO, TMCKPUMUHAIIH]Y Ha
OCHOBY T€HETCKMX HWH(OpPMalHja OJHOCHO TEHETCKOT CTaryca IIOjeIMHIa ald Jia y
oapeheHnM citydajeBuMa, oApea0e 3aKOHAa MOTY Jla C€ TyMaue Ha HAa4WH Ja C€ OJHOCE Ha
Ta4yHo ofApeheHn renercku nopemehaj, Kao M Aa Jocajallmba CyJcKa Ipakca yKasyje Ha jako
WHAUBUAYAIHHU (M0ojeInHaYyHy) mpucTyn BpxosHor cyna CA/l-a mpuinkoMm TyMadema I1Ta
ce cMaTpa MHBAIMAWTETOM, a IITa HE, Y CMHCIY 3aKOHA O JIMIMMa Ca WHBAIHIUTETOM
(1990).607 Hecnarama cy oTkiiomeHa ycBajameM 3axkoHa o 3a0paHu OUCKpUMuUHAayuje Ha

ocnogy cenemckux ungopmayuja 2008. TOIMHE, Ile je 3aKOHOM c2eHemcKd

ouckpumunayuja oegpunucana Kao PazIMUUTOCT y TPETMaHy MpeMa OHUM JIHMIKMMa KOJ

%03 Genetic Nondiscrimination Act, Public Law No. 110-223, 2008.

804 K. Setoyama, ,,Legal Protection Restricting Genetic Discrimination in U.S.A., Osaka University Law
Review, 2006, ctp. 143.

605 Komucuja 3a jepnake ImaHce y 3alolubaBamy jecTe (eaepaaHO Telo OATOBOPHO 3a CIPOBOheme
(benepayiHUX aHTH —IUCKPUMHUHATOPCKHUX 3aKOHA y 00JAaCTH 3aMoljbaBama U pajaa. WWWw.eeoc.gov/eeoc/

%06 N. Lee Jones, Genetic discrimination: Legal Issues Relating to Discrimination and Privacy, Report for
Congress, Congressional Research Service, The Libary of Congress, 2001, ctp. 7.

%07 K. Setoyama, op. Cit., cp. 144.
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KOjUX jOII YBEK HHje JOLuIo, a mnoctoju MoryhHoct na w Hukaga nehe mohm 10
MaHudecTanyje 00JeCTH anu YHju TEHEeTCKH CKJION yKa3yje Ja Cy Ta JUIa HOCHOIU
onpelhennx naronomkux rexa.’”® 3akon npenulja 3aGpaHy JHCKPHMHUHALM]E HA OCHOBY
reHeTCKuX HH(popMamuja y o0jacTu paja M 3arnollbaBakba W OTPaHWYaBa TPUCTYII
0CI0JaBaNad TEHEeTCKHM HH(popManujamMa 3arocienux,’’’ momasehu ox Tora na
OrpaHMYCH-E NPUCTYNa [OCJOAaBala TEHETCKUM  MH(OpMalMjama  3arociICHUX
UCTOBpPEMEHO oHemoryhaBa reHeTcky muckpuMuHanmjy. [locionaBinuma je 3a0pameHO 1
TpaXke, 3aXTeBajy, WIM KyIyjy HHQOpPMaIMje O T€HETCKOM CTaTyCy 3allOCICHHUX HWIIH
qIaHOBA IHHXOBE TOpouie.’ MelyTum, 3aKoH, mpenBrha 1 OCTyamba 01 OBOT MPaBHIA
y cienehum cimydajeBuMa - ako 3amociIeHu TOOPOBOJHHO MPUXBATH JIa YIECTBYj€ y BEITHEC
porpaMuMa KOju YKJbY4yjy T€HETCKO CaBETOBAIE, y TOM CIIydajy IMOCJIOIaBall uMa IpaBo
na nobuje MHPOpMaIMje 0 TeHETCKOM CTaTyCy 3aroCieHOr; 3aTHM YKOJHUKO ITOCIIOJIaBaIl
3axXTeBa MEIUIMHCKE/TeHeTCKe uH(popmanmje Kako Ou 00e30enno  crpoBoheme
denepanHux Wi 3aKoHa (penepanHuX ApxKaBa U3 00JIACTH MOPOJUYHOT MpaBa U OACYCTBA
300r 0OJIeCTH; Kao M y Cly4ajeBHMa Kajia IOCJIOaBal] CIPOBOJIU F€HETCKH MOHHTOPUHT
KA0 [0 Iporpama 3allThTe 34paBiba U OesbeaHoctn Ha pamy.’’’ Ca mpyre crpame, Ha
HuBoy EBporcke ynuje unanom 11. Konennuje CaBera EBpone o JbyACKHM mpaBuUMa H
ouomenuiHu U3 1996. ronune 3abpamyje ce OMI0 Koju 00K TUCKPUMUHAIIM]E JTUIa Ha
OCHOBY EUXOBOI' T€HETCKOT Hacieha u mpenBula a ce MPEIUKTUBHU T'€HETCKU TECTOBH,
OJJHOCHO TEHETCKH TECTOBH KOjuMa ce YTBplhyje MOI0KHOCT/OCET/BMBOCT JIMIA Ha
HacTaHak oapeheHnx Oonecty y OyayhHOCTH MOTY KOPHUCTHTH CaMoO ca IIHJbEM 3allITUTE
3/paBjba WM y HAyYHE CBPXE MOBE3aHE Ca 3allITUTOM 3z[paBJLa.612 Konseniuja wianom 26.
YCTaHOBJbABA JIa j€ HAI[MOHATHUM MpaBoM Moryhe npeaBubame NPEAUKTUBHUX TEHETCKUX

TECTOBa aJM Camo y CllydajeBHMa Kaja je TO ONpaBAaHO paszlio3uMa jaBHE 0e30eqHOCTH,

%08 Ch. Erwin, ,Legal update: Living with the Genetic Information Nondiscrimination Act,“ Genetics in
Medicine, Vol. 10, No. 12, 2008, ctp. 869.

%09 b Kim, »Regulating the Use of Genetic Information: Perspectives from the U.S. Experience, Comp.
Labor Law & Pol'y Journal, 31, 2009- 2010, ctp. 694.

%19 1bid., ctp. 700.

* Ibidem.

612 | Nielsen, The legal aspects of occupational health, Secretariat — General of the Commission, Brussels,
2000, ctp. 35, noctynHo Ha: http://ec.europa.eu/bepa/european-group-ethics/docs/publications/opoce_en.pdf
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NpeBEHIMje KPUBUYHUX JIela, 3alITHTE jaBHOT 3/paBjba WIM 3alUTHTE TpaBa U CI00oje

613
ocranux rpahaHna.

['eHETCKO TeCcTHpame Cca IUJBEM aHAIHM3€ U UCTPAKHMBAMKA JbYICKUX I'€HA UMa MO3UTHUBAH
edekar 1o jaBHO 37paBibe y IMOIJIEAY NPEBEHIH]Ee U JIEYCHha MHOTHX TEHIKHX OOJEeCTH.
Melytum, OHO MO’KE TOBECTH JI0 TEHETCKE TUCKPUMHHAIM]jE Y OHUM 00JIaCTHMa KOje Cy OJT
BEJIMKOT 3Hayaja 3a COIMO-EKOHOMCKH I0JI0Kaj JbY/AU, OJJHOCHO JI0 yTPOXKaBama U MOBPE/e
npaBa Ha 3aIITHTY 3[paBJba YKOJIUKO IOCTOJH TEHETCKa AWCKPUMHHALMjAa y OO0JIACTH
3PaBCTBEHOI OCUTypama, Kao M JI0 IOBpEAC IMpaBa Ha JIOCTOJaHCTBEH paj YKOJIHUKO
MOCTOjU AMCKPUMUHALIMjA IO OCHOBY TeHETCKHMX HH(opMmaluja y o0iacTd paga u
3anolUbaBamka. JaCHO pasrpaHnYeHe TUCKPUMHHAIIM]E [0 OCHOBY 3/IPaBCTBEHOI CTama M
JMCKPUMUHALIMjE 0 OCHOBY HMHBAIMIMTETa OJf TCHETCKE ITUCKPUMHHIM]E, OIHOCHO
neduHuCcame TeHETCKOT TeCTHpamba Ha MECTHMa Pajia, PEryjiucame yClIioBa Moj| Kojuma je
OHO JI03BOJBEHO, TIOCTYIIKA CIpOBOl)era, Kao U yciIoBa 3a 4yBame U KopHITheme TeHeTCKUX
uH(opManyja 100MjeHNX Ha Taj HAUYMH O] CTPaHE IOCI0/IaBa OCHOBHE Cy IPETIOCTAaBKE
3a 3aKOHCKO peryiucame cy30njama u 3a0paHe TeHeTCKe TUCKPUMUHAIIM]E Y 00JIacTH paja

1 3alionljbaBamba.

1.3.21.11 Ipaesnu pesicum y opoicasama Eeponcke ynuje
Ha permonamHoM HUBOY, JOKYMEHT KOjH pETyNHIle 3a0paHy TreHeTCKe AMKPUMUHAIIM]Ee

jecre EBporicka KOHBEHIIMja O JbYJACKUM IMpaBUMa U OMOMEIUIIMHH Koja je ycBojeHa 1997.
roguHe of crpaHe Casera EBpome. OBa KOHBeHIMja cMmaTpa ce ,,[IpBUM Mel)yHapoaHUM
npaBHO 00aBe3yjyhuM JOKYMEHTOM JOHETHM ca IujbeM obOe30ehema 3allTUTe JbYICKOT
JIOCTOJaHCTBa, MpaBa U cio0oja MyTeM HHM3a NpUHLUNA U 3a0paHa MPOTUB 3JI0yHoTpede

«614

OMOJIOIIKKUX ¥ MEAMIIMHCKUX OocTUrHyha. KonBennyja 3abpamyje 0miIo Koju OOIHK

JUCKpUMHHALIM]E [OjeIMHalla Ha OCHOBY HHXOBOI I'€HETCKOr Hacieha M ycTraHOBJbaBa
moTpeGy 3a IMOIITOBAKEM jEAWHCTBEHOCTH W PA3IMYMTOCTH CBAKOr MOjeuHIa.”™

KonBeHuyja o jbyACKMM MpaBUMa M OMOMEIUIIMHM je MpaBHO oOaBe3yjyha 3a cBe JpkaBe

* Ibidem.
614N, J. King, S.Pillay, G.A. Lasprogata, op. cit., crp. 115.
*% Ihidem.
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Koje cy je parupukoBane ykibyuyjyhu u PenyOnuky CpOujy koja je parudukoBasia oBy

Konseniy;j y616 2010. roguue.

Y Uzjasu Ilpeacennumra EBporcke ynuje uz 2001. roguHe mpeacTaB/beH je MPUCTYID
EBpoIicKe yHHje y OGIACTH TeHeTCKe AUCKPUMHHALMjE M TeHeTcKe mpuBaTtHocTH.® Y
W3jaBn ce HaBomu na ,,YHuBep3anHa Jlexnaparuja O JbYICKOM T€HOMY U JbYIACKHM
npaBuMa ycBojeHa Ha 29. ceqnunu ['enepanne kondepenunje YHECKA on 11. HoBemOpa
1997. roguHe ycraHOBJ/baBa 00aBe3y IMOIITOBakA JHYACKOT JOCTOjaHCTBA U IMOIITOBAbA
jenMHCTBeHOCTH ¥ pasamumroctd  nojenmuana.®’®  OBa nexmapanmja  3abpamyje
JMCKPUMHUHAIIA]Y HA OCHOBY T'CHETCKHUX KapaKTepPHCTHUKa KOjoM ce moBpelyjy OCHOBHa
JbYJICKa TIpaBa, ci100oaa u jenHakoct. Jlasbe ce HaBoau na ,,EBporicka yHHja KOPUCTH OBY
NPWIMKY J1a 0/1a TIPU3HAkEe MHOHUPCKOM paxy MelhyHaponHor koMuTeTa 3a OHOETHKY Y
o0jacTu 3allTUTE NMPUBATHOCTU U 3a0paHe I[I/ICKpI/IMI/IHaIlI/Ije.“Glg IloBesba O OCHOBHUM
npaBuMa y EBporickoj yHuju y unany 21. npeasula 3a0paHy TUCKpUMUHAIM]jE HA OCHOBY
nona, pace, 60je Koke, €eTHUYKOT WJIM COLIMjaTHOT MOPEKIIa, 2eHemCKUX 0coOuHa, je3uka,
penuruje, NOIUTUYKOT M JAPYror MUIUBEHA, MPHUIIAAHOCTH HAIMOHAIHUM MamHUHAMa,
CBOjUHE, polema, MHBAIMIUTETA, TOJUHA WM CEKCYaJTHE OpI/IjeHTaHI/Ije.620 Ha nuBoy
EBporicke yHHje HMje YCBOjeH HU jeJlaH JOKYMEHT KOjUM C€ MOCEOHO peryJuile reHeTCKO
TECTUpambEe y ONIITEM CMUCIY HUTH T€HETCKO TECTHUpPamke Y 00JIaCTH 3aMollbaBamka U paja.
Nnak, moctoje cxBarama aa JlupexktuBa EBporicke yHHje 0 jeIHAKOM TpETMaHy y 00JacTu
paja ¥ 3amonUbaBama’’ MOCPENHO MOXKE 1a Ce OJHOCH M Ha 3abpaHy T'eHeTCKe
muckpumuHanyje. Huse AupektuBe jecte mpenBub)ambe MUHUMATHUX 3axXTeBa 3a JpiKaBe
YJaHMUIIEe Ja OCUTYpajy 3a0paHy IUCKpPUMUHAIMje HAa OCHOBY YBEpEHa, WHBAIUIUTETA,

TrOJIMHA, WA CEKCyaJlHe OpHjEHTallhje, KaKo y MPUBATHOM TaKO U Yy JaBHOM CEKTOpPY Y

818 34Kom 0 nomesphusary Koneenyuja o 3aumumu /by0CKUX npaea u 00CmMojancmea byockoe buha y noziedy
npumene ouonozuje u meouyune: Konsenyuja o wyockum npasuma u duomeouyunu, (,,Cn. rmacauk PC* —
Melhynapoaau yrosopu®, 6p. 12/2010).

1" Europa, EU Presidency Statement - Discrimination and Genetic Privacy, Statement of Jean-Paul Charlier,
Rep. of Belgium, July 24, 2001, noctynHo Ha: http://eu-un.europa.eu/articles/en/article 180 en.htm

*% Ibidem.

* Ibidem.

620 Charter of Fundamental Rights of European Union, (2000/C 364/1), Official Journal of the European
Communities, 18.12.2000.

%21 Equal Treatment in Employment Directive, Council Directive 2000/78/EC, 2000.
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oGIacTH paja ¥ 3amounbaBama.’>> CMarpa ce Ja reHeTcka HH(pOPMAIHja MOKE 13 yKaKe
Ha KOMIUIETHO 3paBCTBEHO CTamb€ MOjEIUHIIA, OJHOCHO HA Pa3IMYUTe 00JUKE (PU3HUKUX
HEJ0CTaTaka yKJbYy4yjyhM M OHE KOjU MOTy Jla OTKPHjy CTBapHHU WM moryhu Oymyhwm
MHBAJIMIATET 3aI0CIICHAUX WIIH JIHLA Koja Tpaxe 3amnocieme.®> Melyrum, nako Jupekrtusa
3a0pamyje NUPEKTHY W WHIUPEKTHY TUCKPUMHUHAIM]Y HAa OCHOBY HWHBAJIUAMTETa, OHA
npensubha ma MOCIOAABIM MOTY Jia 3aXTEBajy MOCEOHO 3/IPaBCTBEHO CTamke 3a IOjeIUHE
MIOCJIOBE, 11a HEYCIEX 3allOCICHHX J1a TCHETCKUM TeCTOBUMA JIOKaXKY (DU3NUKY/3IPaBCTBEHY
CITOCOOHOCT MOYKE€ J1a TpEe/ICTaB/ba I'€HETCKY JMCKPUMHHAILIM]Y KOja j€ y OBOM CIIy4ajy
JIETUTHMHA, 300T Yera ce 3akJbyuyje Ja 1nmocrojehe aHTHIuCKpUMHUHATOPCKO 3aKOHOAABCTBO
EBporicke yHHWje HHje y cTamy Ja OCHTypa 3allITUTy OJ CBHX OOJHMKAa TEHETCKe
muckpumunammje.”* Ca apyre crpade, npema 3aKoHy O 3a0paHH AUCKPHMHHALMjE HA
ocHOBY uHBanumutera Benuke bpuranuje (1995) 3amocienuma ca  MO3UTUBHUM
pe3yaTaTiMa TeHETCKOT TeCTUPama, YKOJIMKO C€ OHO CIPOBOJU Y TOKY Tpajama paJHoT
olHOCca, 00e30elyje ce 3amrTuTa O] TUCKPUMHUHAIIM]E HA OCHOBY IPETIOCTaBKE Ja Cy Ta
nuia Beh 3acHOBaja paJHU OJHOC U JIa j€ TeHETCKO TECTUPAhE U3BPIICHO U3 pas3iiora Koju
Cy TOBE3aHU Ca HHXOBUM WHBAIUJAMTETOM, a HE ca MmoTpedama paJHOr MecTa, OJHOCHO
nociia KOju JIUIE 06aBipa.’? MelhyTtuM, 3aKOH TOA JHMIMMAa Ca HWHBATUIUTETOM HE
nojpa3ymMeBa M OHa JIMIAa 3a KOje ce mpeTrnocraBiba na he y OyayhHoctu HacTynutu
WHBAJIUIUTET, TIa TaKO IMOCJIO0/IaBIIM MOTY Jia 0JI0U]y Jla 3a1ociie OBa Jihila Kako Ou u30eriu
KacHU]y TpPUMEHY 3aKOHa, jep Ce 3aKOHOM H3PHUMTO He 3albpamyje YCIOBJbaBamE

3aCHHBAKbA paIHOT OAHOCA TCHCTCKHUM TeCTI/IpaH)eM.ﬁz6

[TpBa npkaBa wianHuia EBporcke yHHje Koja je JOHeNa 3aKOH KOjU pPeryiuiie o0miacTt
ounoeruke 6mina je @paniycka 1994. ronune, 3atum Hopsemika 2003. rogune u lllnanuja
2007. romuue.”?’ Csa TPU JOKYMEHTa caJipke OJpende Koje Ce€ OJHOCE Ha T'eHETCKO

tectupame. [lopen Tora, mojenuHe JIpkaBe WIaHHUIE YCBOJUJIE CYy M MOCEOHE 3aKOHE Y

622N, J. King, S.Pillay, G.A. Lasprogata, op. cit., crp. 145.

®23 Ibidem.

%2 Ibidem.

%25 |hid., ctp. 146.

°2° Ibidem.

627 3. Soini, ,,Genetic testing legislation in Western Europe—a fluctuating regulatory target, Journal of
Community Genetics, 3: 2012, ctp. 146.
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obmactu remeruke — Aycrpuja, Hemauka, Ilopryramja u Ilseacka.’® V ®panmyckoj
TEHETCKO TECTHUPAIE PErylucaHo je buoeTmukuMm 3aKOHOM KOjU je H3MEHHO ojpende
I'pahanckor 3akoHa U 3akoHa O jaBHOM 37paBiby 2004. romune.®? Tomune 2011. 3akoH o
jaBHOM 31paBiby W ['pahaHcku 3aKOH peBUAMpPAHU Cy y J€Iy KOjHU CE€ THYE T'€HETCKOT
tectupama. Ynan 16-10 I'pahanckor 3akoHa mpensula qa ce TEHETCKO TECTHPAE MOXKE
BPIINTH CaMO y MEIHMIMHCKE CBPXE WIH 3a MOTpeOe HAYUHOT HCTPAKHBamba. " 3aKOH
npeaBubha u 06aBe3y MUCAHOT MPUCTAHKA HAKOH IITO j€ JIUIEe MHPOPMHUCAHO O TPUPOIH U
pesynrary TeCTI/Ipa}Ba.631 Uman 1131-1 3akona o jaBHOM 3apaBiby ypehyje ymoTpeOy
reHeTcKke mHdopManuje mojeuHna u npeasuha ga uaeHTu(uKanmuja Ha OCHOBY T€HETCKe
uHpOpMalrje HAKOH CMPTH MOXKE J1a C€ BPIIHM CaMO aKo j€ JIUIE Jaj0 CarJlaCHOCT TOKOM
xuBota.’? Tenercko Tectupame y HopBemKoj perynmcano je 3aKoHOM 0 GHOTEXHONOTHH
rze je npeasuleHo Ja ce TeHeTCKO TECTHPamhe MOXKE BPIIMTH CaAMO Y MEIMIIMHCKE CBPXE ca
LIAJbEM JIHjarHoCTHKe 1 Jiederba Gomectn.’® ¥ 1lInaHuji reHeTcKo TeCTHPAmbe PEryIHCaHo
je 3akoHOM 0 OMOMEIMIIMHCKUAM aHaju3ama. | €HeTCKO TEeCTHpame MOXKE CE CIIPOBOJIUTH
caMo y MEIUIIMHCKE CBpXe, y3 00aBe3aHO MUCaHO MH(OPMUCABE O MPUPOAU H PE3YITATY
TECTHpamba, KA0 M O MOTEHIMjaHAM TOC/IeMIaMa Ha 4iaHoBe mopouue.>> Tlopes Tora,
3axTeBa C€ M MUCAaHa CarjacHOCT 3a TEHETCKO TeCTUPame, U YCTaHOBJbABA MPABO JIMIA HA
camoopeljerse, 0HOCHO MPAaBo J1a 3HA U Jja HEe 3Ha PE3yJITaTe CIPOBEACHOT TECTHPAha.
[lusp  3akoHa je 3amITUTa JOCTOjaHCTBA, MHTETPUTETa U OCHOBHUX JbYJCKHUX

npaBa.636AyCTijc1<H 3aKOH O reHeTCKO] TeXHOJIOFI/IjI/I637

(1995) unmanoM 67. €KCIUTMIIUTHO
3a0pamyje MOCIOJaBIMMa U OCHUrypaBajyhuM JpylITBHMa Ja 3aXTeBajy U IPHUCTYIajy

FeHETCKUM MH(pOpMaIijama 3al0CIeHUX U JIUIa KOja TpaxKe sarocerse.*® Hemaukn 3akoH

628 |bidem.

529 1bid., ctp. 147.

%% Ihidem.

%31 Ihidem.

%32 Ibidem.

%33 Ibid., crp. 148.

%3 Ibidem.

%% Ibidem.

%% Ibidem.

%37 The Austrian Gene Technology Act (GTG, Gentechnikgesetzes, BGBI. Nr. 510/1994).
%38 3. Soini, op. cit., ctp. 147.
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0 reHeTcKoj aujarHocThu’ (2009) y wi. 1. npexsulja yciaoBe 3a CpoBOhere TEHETCKOT
mperjiena U aHaiu3a W o0aBe3y CIpoBOhema Mepa 3a MPEBEHIH]Y TUCKPUMHUHAIM]EC Ha
OCHOBY TCHETCKUX KapaKTEpUCTHKA YuMe ce 00e30eljyje 3amTuTa JbyICKOT JOCTOjaHCTBA |
samrruta npaBa Ha camooxpeheme.’’ 3akoH ce OZHOCH Ha TEHETCKO TECTHDAE Y
MEIUIUHHA, OCUTYPamy M 3alOlbaBalby U YKIJbY4yje MPEHATATHO I€HETCKO TeCTHPAmhEe U
macoBHH renerckn ckpuumHr.>*" Ilopryrammja je 2005. rogmme oHena 3aKOH O
3IPaBCTBEHO] M MEPCOHAIHO] TEHETCKO] MH(MOPMAIHjH KOjUM ce 3a0pamyje MOCI0JaBIuMa
Jla 3aXTeBajy TEHETCKe WH(pOpMaIHje OCUM 300T ONpaBIaHUX Pa3Jiora 3allTHTE 3ApaBiba U
6e36enmoct Ha pamy.>*? IlBexnckn 3akoH 0 TeHerckoMm mHTerpurery (2006) mpensubja
3a0paHy AMCKpUMHHALIMjE KOja YrpoXkaBa T€HETCKHM MHTETPHUTET IOjeluHIa U 3a0pamyje

yHOTpe6y WK 3aXTCBAKBEC I'CHCTCKUX I/IHCI)OpMaI_II/Ija Kao YCJIOBa 3a 3aKJbYUCHC CBUX BPCTa

yrosopa.®*®

132112 Ilpakca Esponckoe cyda npagoe y ciyuajeuma noge3aHum ca pemkum 601ecmuma
EBporicku cya mpaBiae 10 caja HHje pa3MaTpao IMHTama HEMOCPEIHO IOoBe3aHa ca

TeHETCKOM JTUCKPUMHUHAIIM]jOM YOIIIITe HUTU TE€HETCKOM IUCKPUMHUHAIM]OM y 00JacTu
pajza W 3amnonUbaBama. Pasjore Tpeba TpaKUTH Yy peEIaTUBHO HOBOj CXOAHO TOME
HEJIOBOJLHO peryimcanoj obnactu y okBupy EBporicke yamje. ['eHeTcka AHCKpUMUHAIT]A
nomMume ce jenuHo y IloBesbu o ocHoBHUM mipaBuMa y EBporickoj yuuju (2000) rae ce,
usmel)y ocranor, npensuha u 3abpaHa JTUCKpUMHUHAIIMje HA OCHOBY T€HETCKHUX OCOOMHA
(um. 21).644 HupexktuBa CaBera 6p. 2000/78/EEC o jemnakom mocTtynamy y o0iacTu
3amonlbaBakba M 3aHUMama Hako ypehyje Buie BpcTa AUCKPUMHUHAIM]a — BeEpY,
WHBAJIMIHOCT, JKMBOTHO J00a M CEKCyallHy OpHjeHTaljy He mpensuha u 3abpany

. 4
JMCKPUMHHAIH]E Ha OCHOBY FéHETCKHX 0co0mHa. >

Cny4aj K0ju yka3yje Ha mpoOjeMe y OCTBapUBamYy MpaBa Ha pajay U y BE3U ca pajioM JIHIla

00oJIeNIuX 0/1 PETKUX TeHETCKUX OO0JIeCTH, Kao M Ha mpobieme y o6e30ehermy momToBama

639 Gendiagnostikgesetz-GenDG 374/09.

%403, Soini, op. cit., crp. 148.

* Ibidem.

*2 pidem.

%3 Ibid., crp. 149.

%44 5. A Jly6apna, Eeponcko paduo npaso, ... , Op. Cit., ctp. 234.
3 Ibid., crp. 235.
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Hauela jeJHAKOCTU LIAHCH U TMOCTYyNama y o0JacTu paja M 3amouubaBama jecte Z. V. A
Government Department and The Board of management of a community
school(C-363/12).5% Esponcku cyx npasie pa3smarpao je Nurame AUCKPUMHHALMjE HA
ocHoBy mHBanuautera npema JupektuBu Op. 2000/78 u dupextuu Op. 2006/54/EC o
jeAHaKUM IIaHCaMa U jeJHAKOM TpeTMaHy MYIIKapala 1 KeHa y 00JacTu 3aronbaBamba ’
3aHMMama. Y OBOM CIIy4ajy, )keHa Z uMa peTKy OOJecT Koja ce MCIO0JbaBa TaKO IITO OHA
uMa 3]IpaBe jajHUKE W IUIOJHA je aju Hema yTepyc 300r uera He MOXE Ja cama M3Hece
TpynHohy. OHa ¥ BeH cynpyr cy 300T Tora OJUIYYHJIM Ja T0OH]y MOTOMCTBO y3 momoh
cyporar majke. [lere je Omonomku motomMak Z W HBEHOT CYNpyra JOK je Cyporar majka
HOCHJIA M Jajla JIETETYy KMBOT. Z je OJOMjCH 3aXTEB 3a OCTBAapHUBamE IpaBa Ha uiaheHo
MOPONUIbCKO, Kao U Ha Tu1aheHo 0JICYCTBO y clyuajy ycBojemwa aerera. [loctymajyhu y oBoj
MPaBHOj CTBapH, CyJ je 3ay3eo cTaHoBUITE Aa ce JlupektuBa Op. 92/85 koja ycraHOBIbaBa
IPaBO Ha MOPOJUIBCKO OJICYCTBO MPUMEYjE caMo y CIIydajy Kaja MCTa JKeHa 3aTPYAHU H
poau nere, nmo3uBajyhu ce Ha ciyuyaj Mahr, rae je yrBpheno na ce /lupexktuBa npuMHibyje
camMo Kajga je ocoba Koja je poawia jaere Ouia TpyaHa INTO HCKIbY4dyje cyporar
matepuncTBo. [lopen Tora, yrBpheno je ma Hu JupextuBa Op. 2006/54/EC o jemnakum
[IaHcaMa U jeJJHaKOM TPETMaHy MYIIKapala 1 ’KeHa y 00J1acTH 3alonjbaBama U 3aHUMamba
HUj€ NPUMEHJbUBA Y OBOM Cllyuajy, OJHOCHO J1a HU cynpyr Z HeMa mpaBo Ha IutaheHo
0JICYCTBO PaJiid HETe JeTeTa jep OMOJIONIKK OTall MMa MCTa MpaBa Kao W OWOJIOIIKA MajKa,
koja npema Jlupextusu Op. 92/85 He ocTBapyje mpaBo Ha M1aheHo NOPOUIBCKO O/ICYCTBO,
oJIHOCHO Tu1aheHo OJICYCTBO 300T ycBojema Aerera. Cyn je majbe HaBeo na ,,c 003UpoM Ha
TO, /J1a CE OBO NMHUTamkE Hajla3u M3BaH NpHMEHE mpaBa EBporncke yHHje, OIHOCHO HEHHX
nupektuBa HU [loBesba 0 ocHoBHUM npaBuMa EBporicke yHuje (2000) kojom ce 3a0pamyje
JUCKpUMHUHAILIMja Ha OCHOBY T€HETCKHMX OCOOMHAa HE MOXE Jla c€ HPUMEHH Y OBOM
ciyaajy.“®*’ Cyn je y cB0joj OUTyIH ITOHOBHO OBE CTABOBE Al OTHIIA0 M KOPAK JaJbe, y3
yKa3uBame na ce mnpema JlupexktuBu Op. 2000/78, mpaBo Ha miuaheHO OJCYCTBO paau
yCBOjema ypehyje mpeMa HaIMOHATHOM TMpaBy JApskaBa uwianuna. [lopen Tora, cyn je

pasMaTpao0 M €BEHTyaJHy JUCKPUMHUHAIM]Yy 110 OCHOBY HHBAJIUAWUTETa TNpeaABHleHy

%% Nocrynmo Ha: http://eulawanalysis.blogspot.com/2014/03/surrogate-mothers-day-in-court-of.html

%47 I bidem.
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HupexktuBom Op. 2000/78, rme je 3ay3eo CTaHOBHUINITE, Ja ¢ O03UPOM Jla C€ TUPEKTHBA
npuMemyje caMo Yy Cly4ajy AMCKPHMHUHALMje y O00JacTh 3alolbaBamba W paja,
WHBAIMAUTET Tpeba Ja oTekaBa ydemhe pajHUKa y NMPO(ECHOHATHOM KHBOTY JIOK, Y
cinydajy Z, BEHO CTalkbe HE yTU4e Ha NPO(ECHOHAIHO AaHTKOBAKHE HUTH IPUCTYII
3amociewmy. Ha kpajy, cyn je 3akibydno na ce Hu Jerutumurer Jupextuse 6p. 2000/78 ne
CME JIOBOJIUTH Yy MNHTame, 0e3 o03upa MmMTO HHje y cariiacHocTu ca KoHBeHIMjoM
VYjenumweHux HalMja O MpaBUMa JIMIA ca HHBAIUAUTETOM (KOojy je EBporicka yHuja

patudukoBana) 3ato mrto je Konpenmuja ,,mporpamcka.

ITopen cinyuaja Z. v. A Government Department and The Board of management of a
community school (C-363/12), EBporicku cya mpaBjie, OJUTy4HBa0O je y CIHYHO] MPaBHO]
crBapu — ciydaj C.D. v. S.T. (C-167/12) noBomom cyporaT MaTEpPHHCTBA, OIHOCHO
npumene [upextuBe Op. 92/85, rae je sxenu C.D. koja je moOuia aere mytem cyporaT
Majke, rmocnoaanan S. T. 01010 ocTBapeme mpaBa Ha MiaaheHo MOPOIUIECKO oI[cy(:TBo.648
C.D. je y 3axTeBy IOCI0/IaBIly Tpa)Kujia OCTBapeme MpaBa Ha miaaheHo oJCycTBO y cliyuajy
ycBojea (C.D. moju nere), koje je mpenBuleHO HAIMOHAIHUM 3aKOHOM JOK je
WHCTUTYIIMja Cyporar MajKe peryjJucaHa 3akoHOM O JbYACKO] (epTwm3anuju u
emOpuonoruju (2008) Benuke bpuranuje Ha OCHOBY Kora OMOJIOUIKH POJIUTESbU 100U]jajy
CBa POJUTEJbCKA MPaBa HaJ JIETETOM POEHUM MyTeM Cyporar Majke. Y OBOM ciy4ajy, CyJ
je 3akspyuno aa Jlupextuna Op. 92/85 o yBohewy Mepa moacTHIlamka MoO0JbIIakha 3aITHTE
3/paBiba U 0€30€THOCTU Ha pady paJaHHIlA 32 BpeMe TpyaHohe u 1o nopohajy uiu 3a Bpeme
Jojewma Tpeba Ja ce TyMmMayd Tako Ja JAp)KaBe YiIaHMIE HUCY y o0aBe3d Ja NpeaBHJe
riaheHo oJcycTBO npema wi. 8. J[upekTuBe paJHUIM Koja je Kao OuoJolKa Majka oouna
JeTe y3 momoh cyporaT MaTepUHCTBA, YaK M y CIIy4ajy Ja oHa noju nere. [lopen tora, cyn
je jomr 3aksbyuno na wi. 14. JupektuBe 0p. 2006/54 o mpuMeHM NPUHIUINA jEeTHAKUX
IIaHCH W TPETMaHa MyIIKapala 1 )keHa y 00JIacTH 3anollbaBamka U 3aHHIMamba Tpeda 1a ce
TyMaud Tako JAa oAOujame TociojaBlia Aa oao0pu miuaheHo MOpPOAUIECKO OJICYCTBO

OMOJIOIIKO] Majiii Koja je joOuia jaere y3 momoh cyporar Majke He TIpeIcTaBiba

%48 Judgment of the Court (Grand Chamber), 18 March 2014, Case C167/12, C.D. versus S.T., 1ocTymHO Ha:
http://curia.europa.eu/juris/document/document.jsf?text=&docid=149387&pagelndex=0&doclang=en&mode
=|st&dir=&occ=first&part=1&cid=392892
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JUCKpPUMHUHALIA]Y HAa OCHOBY Moja. Y HCTOM cCIy4ajy, Npe MOKpeTama MOCTYIKa IMpej
EBpornickum cynom mpasae ox ctpane C.D, Tpubynan pana by Kactna,** ka0 Hanmonanuu
cyn Benuke bpuranuje momHeo je 3axteB EBporickom cyny mpasne a y MpeIMMHHAPHOM
MOCTYIKY Ja MPEIIMMUHAPHO MHUIIJBCHE Y TIOTIICAY TyMadewa wi. 1, wi. 2, wi. 8. u wr. 11.
HupektuBe Op. 92/85 y norneny npasa Ha miaheHO MOPOIUIECKO OJCYCTBO MajiH Koja je
nobuna nere y3 momoh cyporar Mmajke. EBpOICKM cyn mpaBae je y NpeluMHUHApHOM
MOCTYIIKY, 3a Pa3JIMKy OJ1 KaCHHje OJIyKe, 3aKJby4uno aa wi. 2. Jlupektuse Op. 92/85 moxe
Jla ce IPUMEHHU U Ha MajKy Koja je mobuiia aete y3 moMoh cyporaT Majke YKOJIMKO OHa JI0j!
nete jep y JupekTuBu cToju ,,paJHUIE KOje Aoje” He mpenusupajyhu ga mu cy oHe camo
HOCHWJIE M POJWJIE WU Cy jobuie aere y3 momoh cyporat majke. [lopen tora, Cyx HaBoau
U JIa pa3jiore 3a HENpHU3HABamEe MpaBa Ha IIaheHo MOPOAMIECKO OJICYCTBO MajIM Koja je
nobuia nere y3 nmomoh cyporat matepunctBa y JupextuBu Op. 92/85 Tpeba moBesatu ca
UCTOPHUjCKUM KOHTEKCTOM BpEMEHa J[IOHOIICHA OBE JWPEKTHBE, T€ Ja IpakKca Cyporar
MajKe HUje paHUX JEBEIECETHX TOAMHA JBAJECETOr BeKa Omia mupoko mpuxsaheHa, Kao
mITO je TO AaHac ciydvaj. [lopem Tora, HaBogu M Ja MpaBo Ha IUIAhEHO MOPOAUIBECKO
0JICycTBO He Tpeba aa Oyne yckpaheHo u Opyrum KeHama Koje cy aoOuiie aere y3 nomoh
Cyporat MaTepHHCTBA a HE CaMO OHHMMa KOje J10je, OJIHOCHO Ja 1uib JupektuBe 6p. 92/85
HUJ€ caMO 3allTUTa 37paBjba W 0€30€THOCTH Ha pajy pajHHIA, T€ Ja MOPOJUIBCKO
OJICYCTBO MMa 3a IIMJb M 3aIITHTY MOCEOHOT OJHOCAa MajKe W JeTeTa y NEepHuoy HAKOH
TpyaHohe u nopohaja mro je npensuheno u IloBessom 0 ocHOBHUM mpaBuMa y EBponckoj
yauju (2000). EBponcku cyj mpaBie 3aTo 3akjbydyje Aa Iu1aheHo OJICYCTBO Y Cilydajy
pohema nereTa Kajga je ped o cyporaT MaTepuHCTBY Tpeba na ce nenu usmely cyporat
Majke (OHE Koja HocH | paha) U KOMUCHOHE MajKe (Koja ce cTapa O JETETy HaKOH pohema 1
KOja je JoHMpana OHOJIONIKH MaTepHjai), Tako Ja MpBa Tpeba Ja uMma mpaBo Ha riaheHo
OJICYCTBO PaJyl O/ip>KaBama TPyAHONE M €BEHTyaJIHO MOCEOHY 3alITUTY Ha pajay Kao KeHa
KOja je HeIaBHO poJmiIa JIeTe JOK JApyra Tpeda ja uMa MpaBo Ha miaheHo OJICYCTBO 3a HETY
JieTeTa HaKOH HEeroBOT poljerha W TO y MUHUMAITHOM Tpajamy o1 JBe Henesbe. [loBesba o

OCHOBHMM TIpaBuMa y EBporickoj ynuje (2000) y un. 24. mpensuba aa cBe mepe OMIIo

%9 The Employment Tribunal Newcastle upon Tyne.
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JaBHHUX WJIM TPUBATHUX WHCTHUTYIMja KOjeé C€ OAHOCE Ha JeIy MOpajy Ja ce JIOHOCe Y

. 650
CKJIaJly ca MPUHIIMIIOM HajOoJber HHTEpeca JIeTeTa.

Onnyka EBponckor cyaa mpasne y ciydajy Z. V. A Government Department and The Board
of management of a community school (C-363/12) mako ce AMPEKTHO HE OMHOCH Ha
TeHETCKY IMCKPUMHHAIM]Y HWHIMPEKTHO TUCKPHUMUHHIIE 3aIOCICHE XeHe oboiiene of
PETKHX HacJeIHUX OOJecTH KOje YTHYy Ha pEHpOAYKTHUBHO 31IpaBJbe, MO MHUTAmbY
OCTBapHBama MpaBa Ha NMOCEOHY 3alITUTY HAa OCHOBY MaTepuHCTBa. JupektuBe EBporcke
VHHjE€ KOje Ce OJHOCE Ha TUCKPUMHUHAIM]Y y 00JacTh paja W 3amollbaBamba HE Ipare
caBpeMeHEe TOKOBE pa3BOja MEAMIMHE M T'CHETHKE Yy IOTJeqy HOBHUX METOJa 3alliTUTE
3[IpaBJba, T€ Y OBOM Ciy4ajy, He 00e30el)yjy 3amTuTy 3amociieHoj KeHU Koja je Ao0uiia
nere y3 momoh cyporar marepunctBa. Heke petke 6onectu, usmel)y ocranor, yrudy u Ha
PENPOIYKTUBHO 37paBjbe, T€ MPUMEHOM CaBPEMEHUX MEIUIIMHCKAX METO/Ja IOCTOjU
MoryhHocT ,,u3nedema’ u 0b6e3dehema MOTOMCTBA, C TUM [a U JaJbe HE MOCTOje MpaBHE
MeToJle Koje TO cTame mpare. JloHOIIeme IUpEeKTHBE, Kao MpaBHO obaBe3yjyher
WHCTPYMEHTa KOMYHUTApHOT TpaBa, y o0O0JacTh OHMOTEXHOJOTHje HEONXOAHO j€ V
JAHAIIUM YCIIOBHMa pa3BOja MEAMIMHE, OK cTaHoBuile EBporickor cyna mpaBae y
npeIMMHUHAPHOM IMOCTYIIKY O 3axTeBy cyAa Benuke bpuranuje y ciyuajy C.D. versus S.T.
y norneny Tymauemwa Jlupekrtuse Op. 92/85 o moceOHOj 3alITUTH JKeHa pajHuIa Tpeba Ja

HOCITYKH Kao NPUMEp Yy APYTHM CllydajeBUMA.

13212 3amTuTa rpasa NpUBaTHOCTH MPUIIMKOM 3allOlUbaBamkba U Ha pay
3a0paHa TeHeTCKe AMCKPUMUHAIIMje U 3allITHTa JIOCTOjaHCTBA Ha pajy MOBE3aHe Cy ca U

3axTeBajy oJroBapajyhy 3alITUTY IPUBATHOCTH y 00JacTH 3alolljbaBamba U paja, MoceOHo
y3uMmajyhu y 003up jeAMHCTBEHOCT, MOCEOHOCT U ,,0CETJBUBOCT'/pambHUBOCT TE€HETCKE
nHdopmanuje. [IpaBo Ha mpuBaTHOCT MoOJpa3yMeBa NMPaBO IOjEIUHIA Ja OUIyYH KOje

uHOopMalrje 0 BeMy MOTY Jia c€ OTKpHjy Apyruma, Kao U Ja OJJIy4d Ha KOju HauuH he ce

%50 Opinion of Advocate General Kokott delivered on 26 September 2013, Case ( C-167/12), C.D. versus S.T.,
JAOCTYIHO Ha.
http://curia.europa.eu/juris/document/document.jsf?text=&docid=142184&pagelndex=0&doclang=en&mode
=|st&dir=&occ=first&part=1&cid=392892
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uH(OpMalKje 0 HEroBoj JUYHOCTU MPUKYIHUTH, U y KOjy CBpXy he ce oHe KOPUCTHUTH.

I'enercka wuHpoOpManmja moapazymeBa MoryhHOCT oOTKpuBama wuHpOpMauja o
3pPAaBCTBEHOM CTamy KOje Cy Helo3HaTe M HEHOM HOCHOIy ainu M HHpopmanuje o
37PABCTBEHOM CTakby WIAHOBA MOPOAMIE HOCHONA.*? V KOHTEKCTY MOCEBHOCTH reHeTCKe
uH(opManyje, IpaBo Ha MPUBATHOCT YKIbYUY]€ NPABO HA AYMOHOMUJY JUYHOCIU U NPAGO
Ha nosepwugocm ,, ocemmuse *“ ungopmayuje.’>® Taxo, IpaBo Ha ayTOHOMH]Y OAPAa3yMeBa
co00ly TMOjeAMHIA J1a CaMOCTalHO JIOHOCH OJUTyKe Oe3 €KCTepHOI Mellama, MITO Yy
KOHTEKCTY IIpaBa Ha MPUBATHOCT I'€HETCKEe MH(OPMaLFje 3HaYH MTPaBo J1a caM oJuTydyje aa

mi he ce wmnm Hehe MOABPrHYTH T€HETCKOM TeCTI/IpaH)y.654

Ilopex Tora, mpaBo Ha
ayTOHOMH]Y YKJby4yje W TIpaBO Ja ce nobuje oarorapajyha m mormyHa wHOpMammja o
FEeHETCKOM TecTHpamy.” [IpaBo Ha NPHBATHOCT M AyTOHOMH]y Y OOGNACTH TEHETHKE
VKJbYUYyje U npaso Ha camooopeherbe, 0OHOCHO Npago 0a ce 3HA, 0OHOCHO 0d ce He 3HA
(right not to know), 1j. 1a ce He eJe ca3HATH PE3YJITaTH I'€HETCKOT TeCTHPambha, MOCEOHO Y
ClIy4ajaBuMa Kajia MEIUIIMHCKA HayKa HE MO3Haje oJiroBapajyhy MeToay Jieuemha y morjieay
6osecT Koja ce Moke MaHH(ecToBaTh y 6yI[thOCTI/I.656 C 003upoM Ha TO, Ja je FeHeTCKa
uHpopManuja ,,0CeTbHBA” M TOMJIOKHA PA3NUYUTHM 3JI0yNOTpedama YKOJIMKO HUje
00e30ehen onpeleHn HUBO 3amITUTE, TEHETCKE MH(OPMAIIH]jE MMOjeTIUHIIA CTIaaajy y JOMEH

MPUBATHOCTH, 300T Yera ce mocebHa maxma rnoceehyje npeasuhamy Mepa 3a OCUTypame

MOBEPJHUBOCTH TaKBUX MH(OpManuja.

[TocnomaBuy, 3amocieHu W Tpeha M@ MOry MMaTH pa3jiMuUTe UHTEpece 3a MPUCTYII
TeHEeTCKUM HMH(OpMaljaMa, OJHOCHO pe3yjlTaTUMa TeHETCKOT TecTUpama Jpyror
3anosieHor. Camu 3amocieHy nojiazehu oJ] mpasa /ia 3Hajy M IpaBa Jia He 3Hajy pe3yliTaTe
TEHETCKOT TecTHpama (1paBa Ha camoopelhermhe) MOy TPaKUTH O]l 3/[paBCTBEHUX paJHUKA

OBE pe3yiTare ca IUbeM IUlaHupama Oynyher 3amociema WIM pajd 3alliTUTE CBOT

1 A, Westin, ,.Social and Political Dimensions of Privacy,“ Journal of Social Issues, Vol. 59, No. 2, 2003,
ctp. 3.

82 M.B. Kaufman, ,,Genetic Discrimination in the Workplace: An Overview of Existing Protections, Loyola
University Chicago Law Journal, Vol. 30, Issue 3, 1999, ctp. 430.

%3 N. J. King, S.Pillay, G.A. Lasprogata, op. Cit., cp. 98.

®* Ibidem.

*5 Ibidem.

%% Ihidem.
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3apaBsba.” TlocHOmaBUE TO OGMYHO Tpake pajd MpOIEHE CIOCOOHOCTH JIHMIA Ja
W3BpIIABAjy pajHe 3a1aTke.” 0 CHHINKATH MOTY J[a TPaXe Pe3ylITaTe TeHETCKOT TECTHPArba
ca IMJbEM 3aIlTUTE 37paBjba U 0e30eMHOCTH Ha pany, 1ok Tpeha numa (Biana, cienehu
MOCJIOIaBall, UM OCUTYypaBajyha opranu3ainuja), Takohe, Mory jaa Oyay 3auHTEpECOBaHU 3a
TEHETCKH CTAaTyC 3alOCICHHX.’> 31paBCTBEHH PAIHUIM 300r HHXOBOT MOCEGHOT
YrOBOPHOT OJHOCA Ca MallijeHTUMa y 00aBe3H Cy, Ja Ha 3aXTEB MAllMjeHTa, ajy pe3yaTare
TCHETCKOT TeCTHpama JIOK MM je 3a0pameHo Jla Te pe3yliTaTe OTKPUBAjy MOCIOIaBIIMMa U
TpehuM JnUIMMa jep TUME BpIIC MOBpPEAYy NAIMjeHTOBOI IpaBa Ha MPHUBATHOCT WU
TOBEPJBUBOCT 31PABCTBEHHX (M TeHerckux) mHpopmammja.’® Melhyrum, y Cjenumennm
Awmepuukum Jlp>kaBama Tie je pammipeHa Ipakca CHpoBolema TeHETCKOT CKpUHHHTA M
MOHUTOpPHHTAa Ha MeCTUMa paja, JIyro BPEeMEHa CE€ CMaTpalio Ja JIeKapu KOjHu Cy
AQHT2)KOBAaHW OJI CTpaHE IIOCIOJAaBIa Ja CIPOBEAY TEHETCKO TECTUPAWmE Ca IUIBEM
cnpoBolema Mepa 3aITUTE 3/IpaBiba U 0€30€HOCTH Ha pajy HUCY Y YTOBOPHOM OJIHOCY ca
3aMOCICHHM WM JIMIEM Koje arummmmpa 3a mocao Beh ca MociiofaBIeM KOjH HUX je
aQHTa)KOBA0 3a TEHETCKO TECTHUpame, 300T vera He J0jla3u J0 HAaCTaHKa MOCEOHOT OJHOCA
JeKapa M MalyjeHTa, YKJbydyjyhu M OJIHOC y JOMEHY NPUBAaTHOCTH M TOBEPJHHUBOCTH
renerckux nudopmarmja.’® Miak, TakBo cXBaTame HAIYIITEHO je 3axBabyjyhu omrymm
cyza y ciydajy Betesh v. United States,®® te nanac ompasiaHo mpeoBiazasa cxBarame 1a
u m3mel)y Jnexapa aHra)XOBaHOT O]l CTpPaHE TIOCIO/AaBlA paad 3allTUTE 31paBiba H
6e30eJHOCTH Ha pajy M 3alocClIeHOr J0JIa3d J0 YCHOoCTaBJbama ojpeheHor mnpaBHOT

: : 663
OHOC4, KOJu OAroBapa oceOHOM OOHOCY JICKapa W IIallUJCHTA. HopeI[ TOTa,

7. B. Andrews, A. Jeager, ,, Confidentiality of Genetic Information in the Workplace,* American Journal of
Law & Medicine, 75: 1991, ctp. 87.
% Ibidem.
%9 1bid., c1p. 88.
%0 1bid., cTp. 88.
%1 1bid., cTp. 89.
%02 Jlexap je Ha OCHOBY 3aXTeBa MOCITOIABIA H3BPIIHO MEIMIMHCKH TIPErIIe]] pay yTBPhHBarba 31PaBCTBEHOT
CTama M MOTYRHOCTH 3a BpIICHE BOjHOT Mo3uBa. [Iperienom je yTBpheHO Aa KaHAWIAT MMa aOHOPMaHYy aiH
neuynBy Gonect ruryha. [locnonasan je 01610 1a 3amoCiM KaHIUaTa, a JIeKkap ra HHuje 00aBeCTHO O HETOBOM
3[paBCTBEHOM CTamy je€p jeé cMaTpao Ja MMa YroBOPHHM OJHOC ca mocioziasleM. Ilocime mect mecenu
NanujenT je npemunyo. Jlekap koju ra je mo Hajory Oymyher nocionaBna nperyiefao 1 Huje ra 00aBecTHO O
HETOBOM 3JIPaBCTBEHOM CTamby 3aKa3ao je IIOHOBHHM NIpeTIie] 3a TP Mecelia 300T uera je cyx 3akjbydHo J1a je
JeKap Ha Taj HAYMH YCIIOCTaBHO oxHOC Jiekap — mauumjent. L. B. Andrews, A. Jeager, , Confidentiality of
E(Sésenetic Information in the Workplace,” American Journal of Law & Medicine, 75: 1991, ctp. 89.

Ibidem.

188



cranmapauma MehyHapoHe opranusanuje paaa cagpxkanum y [Ipemopyu MOP-a 6p. 112
0 ciyx06ama MEIWIMHE pajla YCTAHOBJBEHO j€ HAdelno MyHe MpoeCHOHATHE U MOpajHe
HE3aBUCHOCTH 3allOCIICHHX JIeKapa y CIIy)KOM MeJUIMHE paja Y OJHOCY Ha IOCIONABIE U

33H00J’I6H6.664

Ha melyHapogHOM HHMBOY, 3allTUTa NMPUBATHOCTH y MOy TEHETCKHX HH(popmaiuja
npensubena je Jexmapanujom YHECKA (Opranuszamuja 3a o0pa3oBame, HAyKy U KyATYpy
YjenumeHnx Halyja) o JbYJCKOM I'eHOMY U JbyAcKuM npaBuma (1997) rae y wi. 6. croju ga
,»HUKO HE cMe aa OyJe AMCKPUMHHHMCAH Ha OCHOBY T'€HETCKMX KapaKTEpUCTHKA, YUME Ce
noBpel)yjy OCHOBHa JbyJCKa MpaBa, ciI000Je U JbYIACKO A0cTojaHCcTBO.“ [leknaparuja,
takohe, npeasuha mpaBo Ha MHPOpPMHCAHM TPUCTAHAK, TPABO JIMIA Jla 3HA PE3yJITaTe
TEHETCKOT TeCTUPAmba, KA0 M 1paso Ha nosepmwusocm cenemckux ungopmayuja.’® Topen
Tora, YHeCKOBa YHHBEp3aJHa JCKiIapanuja O JbYJACKHM TeHETCKMM mojanuma (eHr.The
UNESCO International Declaration on Human Genetic Data) y ui. 14. npeaBulja mpaBo Ha

666
IMPHUBATHOCT U IOBCPJbUBOCT I'CHCTCKUX I1OJATaKa.

Ha permonannom HuBoy, y okBupy Casera EBpone, ycBojeHa je EBporicka KoHBeHIH]ja O
JbyICcKUM mpaBumMa W Oumomemummuu  (1997) kojom ce 3alpamyje TeHETCKa
muckpumuHanuja. Ca apyre cTpaHe, IpaBO Ha MNPHUBATHOCT CE€ Yy OKBHPY €BPOICKOT
KOMYHHUTapHOT TpaBa (npaBa EBporicke yHUje) cMaTpa OCHOBHHM JBYJICKUM TIPaBOM, T€ CE€
NpaBO HAa MPUBATHOCT T€HETCKe MH(OpMallMje 3aCHUBA HAa KOHIIENTY CI000E IMOojeqHHIa
»la Jellyje y CKIaay ca COINCTBEHMM ocehamiMa, CONCTBEHMM HaxohemeM W

JIHqHOHIhy.“667

30Ha WHIUBUIYaJIHE TMPUBATHOCTH TOJeJb€Ha j€ Ha (QU3MUKYy U
UHPOPMALIMOHY 30HY, I'lle (U3UYKa 30HA YKJby4yyje MOIITOBamkE (PU3MUKOT MHTETPUTETA
JMIa, MPUBATHOT KMBOTA M KOPECHOACHLHUje AOK MH(pOpMAIOHa MPUBATHOCT IUTUTH O
HEOJOOpEHOr  CaKyIllJbama, CKIAQUIITEHa, yNoTpede W OTKpUBamba  JIMYHHUX

I/IH(bopMaqua/nozlaTaKa.668 [ToBesba 0 ocHoBHUM TipaBuMa y EBporickoj yauju (2000) y .

%4 B. A. Jlybapna, Paouo npaso, ..., Op. Cit., ctp. 407.

%% N.J. King, S.Pillay, G.A. Lasprogata, op. cit., ctp. 109—110.
% Ipid., crp. 111.

%7 1bid., ctp. 96.

%8 Ihidem.
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21. 3abpamyje NUCKPUMHHAIM]Yy Ha OCHOBY T'€HETCKHMX ocobuHa. Mehyrum, 3amrura ox
TeHETCKE NUCKPUMUHAIM]E 3aXTeBa MPEMXOOHO 3Auimumy HNpUEAMHOCMU 2eHemCKUX
ungopmayuja paonuxka. Hamme, yKoJmKo je reHeTcka nHpopmMaliija HeIOCTYITHA, HE MOXKE
nohy HYM 70 TMCKpUMHHAILMjE Ha OCHOBY I'eHeTCKHx ocobuHa. Ha HuBoy EBpomcke ynuje
nonera je JwupektuBa Op. 95/46 o0 3amTUTH MOjeAMHIA Yy TOTJEAY NPUKYIUbamba H
caomnraBama (JIOCTYMHOCTH) JIMYHUX MojaTaka. JIMuHu momauu neduHHCAHU Cy Kao
nH(popmaIje Be3aHe 3a UACHTU(PUKOBAHO WIM HEUJECHTU(HUKOBAHO (DPU3UYKO JIHIIE ,,KOje
MOXe Ja Oyzne HICHTU(UKOBAHO, JUPEKTHO WM HWHIUMPEKTHO, HA  OCHOBY
UICHTU(PHUKAIIMOHOT OpOja MM HA OCHOBY jeTHOT WJIM BUIIE (paKTOpa MmoceOHO BE3aHHX 3a
BEroB  (PM3MUKM, TICHXOJIOMIKH, MEHTaJHH, CEKOHOMCKH, KYATYPHH, WU COLH]jaTHH
unentuter.“*® JlupekTnBa ce OJHOCH caMO Ha CAKyIUbambe JMYHMX II0JATAKa, Te Ce
npeaBuba a OBU MOAALM MOTY J1a c€ CaKyIybajy camo y oxapeheHe ,JieruTuMHe cBpXe, y3
MOTITYHO 00aBEUITABAE JINIA O HAUMHY CaKyIlJbamka, O TOME KO UMa MPHUCTYII MOIAIIMa, O
HAYMHY YyBarba, KA0 M O HAYMHY Ha KOjU X jrie Moxe npernenarn.’’’ [pexsuha ce u ma
KOJIMYMHA CaKyIUbEHHX JIMYHUX I10JIaTaKa HE CME Jia IMpeMalld IuJb 300T Kora ce MOoAaIH
CaKyIlUbajy, OJHOCHO Yy KOHTEKCTY IpPUKYIUbamha TI'€HETCKUX HH(]OpManuja TeHEeTCKHM
TECTHpamEM OJI CTpaHe IOCIoJaBala LuJb NPUKYIJbakba MOXKE caMO OWTH 3amTuTa
31paBba M 0e30eqHOCTH Ha paay He W Kopuinhewme THX HHQOpMalMja 3a JOHOUICHE
OJUTyKa O 3aCHMBABY H/WIH MpecTanKy pagHor oxHoca.’’” TTofarm o TeHeTCKOM CTaTycy
crajajy y JJM4yHe MojAaTke, MTo je moTBpheHo y JIOKyMeHTy O FeHEeTHUKHUM MoAanuMa (eHr.
Document on Genetic Data) u3 2004. roxune kora je qoHena noceOHO (popMuUpaHa pagHa
rpyma, Kora YWHE MPEICTaBHUIM JpkKaBa wWiaHWIa EBporicke yHHWje, HaJJIeXkHa 3a
pa3Marpame NHUTamba Koja ce€ MOTY jaBUTU Yy TOKy npumeHe [lupextue Op. 95/46 y
JpxaBaMa udigaHunama. IIpemMa oBOM JAOKYMEHTY ,,0CET/BMBH‘ T€HETCKH IMOJAI MOTY Ce
CaKyIlJbaTH CaMO y MOCEOHHUM OKOJHOCTHMA, OJIHOCHO CaMO YKOJIHMKO je TO MOTpeOHO ca

OUJbEM npe()ys'u/wafba npesermueHUx Me()ut;uHCKux mepa, TI0CTaBJbalkba MCIUIUHCKE

%9 Directive 95/46/EC of the European Parliament and of the Council of 24 October 1995 on the protection
of individuals with regard to the processing of personal data and on the free movement of such data, Official
Journal L 281, 23/11/1995 P.0031 — 0050.
670N, J. King, S.Pillay, G.A. Lasprogata, op. Cit., crp. 148.
671 .

Ibidem.
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JMjarHose, ojapehuBama oAroBapajyher HauMHa JeUeHa, WIK paal yIpaBbamkba U Bohema
37paBCTBEHE TONTUTHKE.” 2 ['@HETCKE MOJATKE MOTY CAKYIJATH HCK/bYJHBO 3IPABCTBEHH
pPagHUIM KOjU UMajy 00aBe3y MOBEPJbUBOCTH T€HETCKHUX I/IH(l)opMauI/Ija.673 Panna rpyna je
3aKJby4yHiia Jla j€ CaKyIlJbalbe€ IMeHETCKUX IojaTaka y o0JIacTH pajia U 3alolljbaBama y
OCHOBH 3a0Par-eHO 1 JIa MOYKeE Ja Ce JTO3BOJIM CaMO IO ITOCEOHMM ycroBuMa.> * MelyTim,
pagHa Tpyrna HUje eKCIUIMIKUTHO HaBela KOjU Cy TO YCJIOBU KaJla CaKyIJbarbe MeHETCKUX
nojataka y o0OyiacTd paJa U 3amoluubaBamba MOXE Ja Ce JO03BOJM M TMPEernycTuia To
JpKaBama yiannnama.®’ HupextuBa Op. 95/46 ycraHOBJbaBa 3aIITHTY JUYHUX MMOJATaKA Y
o0iacTi paja ¥ 3amonljbaBamba U y Wi. 8. mpeaBubha Aa cy ApKaBe WIaHUIE TyXKHE aa
00e30ene 3a0paHy NPUKYIUbamka JIMYHUX T0JaTaka KOjU OTKPHBAj)y PAacHO WA E€THHYKO
MOPEKJI0, TOJUTUYKO YBepeme, Bepcka wunu ¢uiao3odcka yBepema, UIAHCTBO Y
CUHAMKATHMa, Ka0 ¥ OHHMX KOjJy OTKPHUBAJy 3[IpaBCTBEHO CTalkbe WU CEKCYaIHO
ompeneserse.’® Mako reHeTCKH MOJalM HHCY TOCEOHO HABEACHM, pagHA TPyma je
3aKJby4nIa J1a ,,lIOAANN KOjH C€ THIY 3/IpaBCTBEHOT CTama™ aJlv U ,,II0AANN KOjH OTKPHUBAjy

: 677
paCcHO HJIKM CTHHUYKO HOpeKJ'IO“ YKJbY1Y]y U TCHCTCKC IIOJATKC.

Mebhytum, upexTtuBa
npensuha U u3y3eTak o] OMINTe 3a0paHe MPUKYIUbama JIMYHUX Mojaraka. To je ciyuaj
KaJla je 3alOCJICHU J1a0 SKCIUTUIIUTHH MPHCTAaHAK, C TUM INTO je MpeaBuleHO aa aApxkaBe
YIaHWIE MOTY TPEIBUICTH Ja 0BAj NPUCTAHAK [1a W CHHAMKAT WIH CAaBeT 3alOCICHUX.
Tako, Ha mpumep, nMpema OeITHjCKOM 3aKOHY O JIMYHUM TOJallUMa CaKyIlJbambe JIMYHUX
,»OCETJBUBHX “ TIOJIaTaKa JO3BOJHEHO j€ caMO y3 MHUCAaHY CarjacHOCT JIMIA YHjU Cy MOJIallH, C
TUM IOTO TO JIMIIE MOXE y CBAaKOM TPEHYTKY Jla MOBYy4YE JaTy carnactocr.®’? Mebhytum,
3akoH mpenBuha ga KpaJbeBCKOM YypeadOM MOTY Ja c€ MpEeIBHAE CiIydyajeBU Kaja je

CaKkyIlUbalkhe 3a0pamkeHO YaK HaKo je JaTa NHcaHa carjiacHOCT. Tako, wianoMm 27.

572 1bid., ctp. 149.

673 |bidem.

574 |bidem.

®7 Ibid., ctp. 149 — 150.

®7® Directive 95/46/EC of the European Parliament and of the Council of 24 October 1995 on the protection
of individuals with regard to the processing of personal data and on the free movement of such data ,Official
Journal L 281, 23/11/1995 P.0031 — 0050.

¢77'N. J. King, S.Pillay, G.A. Lasprogata, op. Cit., ctp.152.

%78 Directive 95/46/EC of the European Parliament and of the Council of 24 October 1995 on the protection
of individuals with regard to the processing of personal data and on the free movement of such data ,Official
Journal L 281, 23/11/1995 P.0031 — 0050.

®79'N. J. King, S.Pillay, G.A. Lasprogata, op. Cit., crp. 153.
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KpasbeBcke ypenbe on 13. debpyapa 2001. roamne mnpeasulieHO je na J€ cakyIbarbe
JMYHHX T0JIaTaKa KOjU Ce OJHOCE Ha ,,0CeTJbHBE™ MOJATKE MOBE3aHE Ca 3/IPaBJbEM O]
CTpaHe TPEHYTHOT WU TMOTEHIMjaJHOT MOCJIOAaBIa 3a0pambeHO HAKO IMOCTOjU IHCaHa

: 680
CarjiaCHoCT 3aHOCJ'IeHOF/J'II/IHa KOJ€ TpaXXu 3aIl0CIICH:E.

Ca npyre cTpaHe, ojeAnHe ApkaBe wiaHune EBporcke yHuje, TpaJUIUOHAIHO, 3aumumy
30pasema u OezbedoHocmu Ha pady cXeamajy Kao 0eo NpeGeHmueHe MeouyuHe YUMe
OTIPaB/IaBajy CaKyIJbambe 3PABCTBEHUX/TEHETCKUX MOaTaKa 3aM0CICHUX/TUIIA KOja Tpaxe
3amocieme. To je cnyudaj OpaHirycke, Koja je 3aKOHOM O 3allITUTH ToJaTaka MpeBuelia
CaKyIUbal€ 3JPAaBCTBEHUX/TCHETCKMX IIOJaTaKa ca IMJbEM 3allTUTEe 37paBiba H
0e30e1HOCTH Ha pajy, y3 YCIOB Aa To 00aBJbajy 3ApaBCTBEHH PAIHULU KOJU Cy 00aBe3HU
na o6e3bene MOBEPIBUBOCT MPHKYIUbeHHX HH(popManmja.’®’ 3akoH moce6HO perymiie
NPUKYIUbakhe TeHETCKUX TOoJaTaka W mpeaBula 3a TO MPETXOIHO 0J00peme (paHIlyCKOT
Tela 3a SAUITHTY MOJAATAKa, "’ 0CHM YKOIMKO jé MNPHKYIUbAIhe TIEHETCKHX [01aTaka
HEOIXOJHO Y CBpXE IpEeBEHIHje OOJIECTH, YCIIOCTaBJbarba MEAUIMHCKE IUjarHo3e HIIH
onpehuBama HauMHA Jedera. > [IpHKyIIbabe MEIHIMHCKAX [10JaTaKa 3aloCICHAX Off
CTpaHe MOCJIOAaBIa 3a0pameHO je, 0K Ce JOHOIICHE OJIyKa y TOrJIeay 3arolljbaBamba
W/WIM pajia o] CTpaHe IMOCIOAABIA Ha OCHOBY TaKBHX MEIMIMHCKHX IIOJaTaKa cMarpa
aumrasam. ™ 3anociens Mopajy GHTH TAKBOT 31pABCTBEHOT CTamba KOjH Ce 3aXTeBa 3a
onpeheny BpcTy mocia, JIOK je 3a MPOIEHY 3/PaBCTBEHOT CTama OATOBOPAH 3/IPABCTBEHU
PaAHMK KOjU MMa 00aBe3y MOBEPJBUBOCTH MEAUIIMHCKUX/TEHETCKUX MH(pOpMalija, U Koju
HEe CMe OTKPHTH IOCJTONABIy AETabe O 3APABCTBEHOM CTamy pamHnka.’ IToBpemom

686
MMOBCPJbUBOCTU I'CHCTCKUX IIOJAaTaKa, 3APaBCTBECHU PAJIHUK YNHU KPUBUYHO JCJIO.

%0 Ipid., ctp. 153 — 154.

%1 Ipid., ctp. 155.

%82 Teno 3a samrTuTy nojaraka je moceGHO Teno umje je hopmupame npeasulieno Jupextusom 6p. 95/46 y
CBaKOj JAprKaBH WIAHUIM a KOje je HaJJIeKHO 3a xajle 3arocIeHnux KOju CMaTpajy Aa UM je TIoBpeleHo 1mpaBo
Ha npuBaTtHOCT rapanToBano Jupekrtusom. N. J. King, S.Pillay, G.A. Lasprogata, op. cit., ctp.151.

% |bidem.

% Ibidem.

%5 Ibid., crp. 156.

%9 1bidem.
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Ha nuBoy EBporicke yHHje HHMje OOHET HM jefaH MpaBHO oOaBe3yjyhum moKymeT Koju
0CEOHO PEeryNuile 3alTUTY MpaBa MPUBATHOCTH 3aOCICHUX/JHIIA KOja TPAXKe 3aIl0CIICHE
y morjeay reHeTckux mnojartaka. JlupektuBa EBporicke yHuje Op. 95/46 o 3amTutu
M0jeIMHIIA y TOTJIely MPUKYIIJbalha U CAolITaBamba (JOCTYIHOCTH) JIMYHUX [0/1aTaka Koja
oOyxBaTa 1 00JacT paja M 3anollbaBaba SKCIUIMIIUTHO HE TIOMHILE TeHETCKE TOJaTKe alH
je pagna rpymna Tymauehu oxapende [lupexkTuBe 3aKJbydmsia Ja 3paBCTBEHH IOAALU
MOJIpa3yMeBajy U reHeTCKe MOoJIaTKe Kao BUXOBY MoceOHy BpeTy. [IpuMemeHo Ha TeHeTcKe
MOJIaTKE 3alOCICHUX/JIHUIA KOja Tpa)ke 3amociiemhe, CaKyllJbamhe I'eHETCKUX IojaTaka ojl
CTpaHE TMOCJOJaBIa y Hadelny je 3abpameHO alld Jp)KaBe WIAHUIIE MOTY CBOjUM
3aKOHOJABCTBOM IPEABUTETH UM M3y3€TKE OJl OBOI IpaBuja. Y 00JacTH pajga U
3arollbaBamba U3y3ey MOTY OUTH — 1. carmacHOCT 3amocieHor u/wim 2. o0aBesa 3aliTuTe
3MpaBJba U 0e30€HOCTH Ha pajly ca UJbeM IPEBEHIIHje OOJIECTH, C TUM IITO C€ TPAXKH U
IPETXOAHO 000peme Tella 3a 3aIITHTY IojaTaka Koje ce, npema /lupexktusu, Gpopmupa y

. 7
CBAKO] Ip>KaBU qJIaHHuI/I.68

1.3.2.2 Jluua y pemucuju
3a pasnuKy on JUIa KOja cé CMaTpajy HOCHOILMMA MaTOTeHUX T'eHETCKUX CTama alld KO

Kojux HuKaaa Hehe nohu 1o Manudecranuje 60eCTH, U JIUIA KOJ KOJUX MOCTOJH PU3HK O]
MaHnudecramuje Oosnectu y OyayhHOCTH, ToceOHY TpyIy 00OJENHX Ol peTKUX OoecTH
YyHUHE T3B. JULa y peMucHju. Koa oBux nuia J0muio je 10 MaHudecranuje 6o1ecty, 6uio
oIMax Ha pohemy OMIIO KacHHUje Y TOKY XXHMBOTa, ald je MPUMEHOM ojapeleHe Tepamuje
CIpEUYEeHO Jlajbe HampenoBame Oosnectu. Heke perke Gonectu omoryhasajy y3 mpUMEHY
TE€HETCKE Tepanuje oaMax Ha pohermy HOpMallaH )KUBOT U Pajl, 10K HEKE 3aXTEBa]y CTAIHY
Tepamnujy TOKOM YHUTaBOT XUBOTA. JIulla y peMucuju jecy Juia KoJ KOjUX je JTOILIO 10
MaHHM]ecTalmje cuMnToMa 00JIECTH Al OHU HUCY U3A36ANU YMAberbe PAOHe CHOCOOHOCMU
300r yera ce oOBa JMIIA CMarpajy MOTIYyHO pajaHo cnocoOHuM. Temkohe koje mpare
neduHICcamke paJIHEe CIIOCOOHOCTH OTEKaBajy U YTBphHHUBaAmkE paJHONPABHOT CTaTyca JIUIa y
pemucuju 6oJiecTd. Y JUTEPATypH, HE TIOCTOJU CarJlaCHOCT y Morieny aeduHucama paaHe

688

CIOCOOHOCTH HUTH jacHAa MEIMILMHCKOINpaBHA NepuHUNMjA.”  Tako HEKH ayToOpH Mojaze

%7 1bid., ctp. 157.
%88 M. Bertilsson, op. cit., ctp. 3.
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0l CcHnocoOHOCTH TIOjeJIMHIIA 3a 00aBJbalbe KOHKPETHUX PpAJHUX 33/aTaka, 3aTHM
MOryhHOCTH J1a ce mpuiarojie ycioBUMa paja M MPOIYKTHUBHOCTU Ha pany, JOK JAPYTH Y
nepuHHUCAky pagHEe CIIOCOOHOCTH II0Jia3e OJl OKBUPHUX HHBOA 3a IMPOLEHY T3B.
YHKIHOHHKCaba Ha pagHOM Mecty.”™ [IpBU HUBO jecTe CIIOCOGHOCT MOjEIMHIA Y IOTIELY
¢u3nukor (yHKIMOHHMCamka TENeCHUX (QYHKIHMja Koja ce yrBphyje mpema MelhynaponHoj
kiacupukanuju GyHKIIMOHHUCAKA, MHBAUIUIUTETA U 3I[paBJLa.690 Cnenehu HUBO jecTe oreHa
pamHOT YYMHKA, OJIHOCHO CIIOCOOHOCTH Ja C€ W3BpIIABajy pajHH 33Jalld WU pajHe
,I[y)KHOCTI/I.Ggl N tpehu HHMBO je mporeHa ydyemha y pamy (pagHa MapTUIMIIALMA]A) IITO
NoJpa3yMeBa YKYIHY CIIOCOOHOCT Ja c€ OCTBapu yJora pagHUKa M 3aIpKd JaTta

2 .
o9 Mebhytum, naHac, y ycilioBUMa JAMHAMHUYHOI pa3Boja JbYJACKMX IIpaBa U

MO3UIHja.
KOHIICTITA YKJbYYMBaKka y IPYIITBEHH (M MPO(ECHOHAIHHU) KUBOT PAbHBHUX APYIITBEHUX
rpyna TpeoBliajiaBa CTAHOBHINTE Jia MPHIUKOM JieDUHUCAka pajJHE CIIOCOOHOCTH Tpeba
y3eTH y 003up BHIE KpuTeprujyMa. PagHa criocoOHOCT ce cxBaTa Kao WHTEpaKIuja u3Mehy
3IpaBCTBEHUX KapaKTEPUCTUKA IMOjeauHIa, (Mmoapimka W Oapujepa) pagHe CpeIuHEe U
pAJHHX 3aXTeBa OJHOCHO KOHKPETHHMX pPajHHX 3ajaraka.” 3akipydyje ce na je 1eo
KOHIICTIT PaTHOIIPABHOT CTATyCa JIMIIA Ca WHBAIMIUTETOM 3aCHOBAaH Ha OBAKBOM CXBAaTamby
panne cnioco6HocTH. [lopex Tora, cMaTpa ce a 3amocieHa Juna uMajy 0osbe GU3MUKO U
NICUXUYKO 3/paBJb€ HETO HE3alocjeHa WM JIMIA KOja Cy Y)KUBAOIM IpaBa Ha CTapOCHY
NEeH3Wjy, T€ Ja 3alOCIeHOCT YTHYe MO3UTHBHO Ha COIMjallHH CTaTyC, EKOHOMCKY
HE3aBUCHOCT U OMILUTY J100poOHT HOje,Z[I/IHI_Ia.694 3npaBibe moBehaBa maHce Aa ce aoduje
WIH 3a7pXn oroBapajyhn mocao,” ma Tako Iome WM HapyIIGHO 3/PaBCTBEHO CTambe
MOK€ Jla OTpaHMYd MOTYhHOCTH N1a ce J00uje WM 3aJpXKHU Mocao, 300T yera caBpeMeHO
pamHO TpaBO mpenBuha MmoceOHE YCIOBE 3a 3alollbaBalb€ PABUBUX JPYIITBEHUX
KaTeroprja u moceOHE MOJACTUIIAjHE Mepe 3a MOCIOJaBIE KOjU 3amollbaBajy TaKBe

padHUKE, IITO je MNPpEACTAaBJbCHO Y OKBUPY KOHICIITA 3a 3allollJbaBamkbe U palJl JiMIa ca

%9 Ipid., ctp. 4.

%% Ihidem.

** Ibidem.

%2 Ipidem.

*3 Ibidem.

894 C.E. Ross, J. Mirowsky, ,,Does Employment Affect Health, “ Journal of Health and Social Behavior, Vol.
36, 1995, ctp. 230.

%% Ibidem.
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uHBaMAuTeTOM. Jlo oipel)eHnx mpomena je Iomuwio Uy o01acTu 31paBCTBEHE MOJUTHKE
3/paBCTBEHOT (MEIMIIMHCKOT) MpaBa IJIe Ce cajia 3HavajHa MaKmka Mmocsehyje npesenyuju u
CMARErY CeKYHOApHO2 30PABCMBEHO2 CMAA TUYd €A UHBATUOUMENOM 3a PA3IIUKy Of
paHHjer CTAaHOBWINTA KOjé C€ 3aCHUBAJIO WCKJBYYMBO HA NPEBEHIHUJH MPUMAPHOT
3/IpaBCTBEHOT CTama, OJJHOCHO Ha MPEBEHIIMJU OOJIECTH U naBamurera.® Hamwme, jacHo
je 0a 30pascmeeno cmarve nojedunya jecme OUHAMUYHA He CMAMUYHA Kame2opuja Koja
ce MEHma TOKOM >XHBOTHOT BEKa, T€ Jla W JIMIa KOJ KOjHX je JOIUIO 0 HapyllaBama
31paBJba Y3 IPABHIIHY TEPAIHjy MOTY HOPMAJIHO [ KBS U paje.> 3a pasiMKy o JIAIA ca
WHBAJIMIUTETOM KOJI KOjUX j€ JIOILIO JI0 YMamkemha 3[PaBCTBEHE CIIOCOOHOCTH, TOCMATPaHO
ca YMCTO MEIWIMHCKOT acleKTa, IITO MOXKE ald M He MOpa /1a 3HAYM M YMameHhe pPagHe
CIOCOOHOCTH, KOJI T3B. JIMIIA Y PEMHCHUJU IO YMamemha HHje IONUI0 v noBehaH pusmk
nocroju. Jluna y peMHCHjU CHalnajy y pU3UYHY 3IPABCTBEHY IPYIly, a CAMUM THM U Y
MOoCeOHO pamUBY KaTErOpHjy 3aloCICHHX, Koja 300T MOCEOHOT 3ApaBCTBEHOT CTamba
3axTeBa JIOJAaTHY 3alITUTY IpaBa Ha pajay U y Be3H ca pagoM. Kox oBux nuima 1omnuio je a0
UCIIOJbaBamba ,,IATOTCHOT TEHETCKOT CTama, * Te 3a0paHa I'eHeTCKe AMCKpUMUHAIINjE HUje
edpekTUBHa y TOj MepH, Kao INTO je TO Clydaj ca T3B. AaCHUMITOMAaTHYHUM
(HemaHu(ecToOBaHMM) MATOI€HUM TIE€HETCKUM CTambuMa, 300r dera ce noceOHa MaXKma
nocBehyje 3abpanu ouckpumuHnayuje Ha ocHogy 30pascmeernoz cmarea. llpema nepunumju
CBeTcKe 3/IpaBCTBEHE OpraHU3allje jeIHAKOCT y 3/1paBsby (eHr. Equity in health) snaun na
CBaKku IMOjeIUHALl Mopa 04 uma jeOHake wiance 0a OCMeapu c60j NOMNYHU 30pa8CmeeHU
nomenyujaz, v 1a He cMe Aa Oy/ie OMETaH y OCTBapHUBamy CBOT 3/IPaBCTBEHOT MOTEHIIM]jajia
YKOJMKO TO MOXe Ja ce m3berne.” JeIHAKOCT y 31paBiby OCTBapyje ce TAKO WITO Ce
onpeheHnMM Mepama MOMa)ke PambWBHUM TIOjeAMHIMMA J]a HOPMAIHO (DYHKIIMOHHIIY, IITO

3HAY1 Oa JXKUBC U paJC y MCpU Y KOjOj HM TO BUXOBO 3JIpaBJbC NOIMYHITAa TOKOM YHUTABOT

6% J. H. Rimmer, ,Health Promotion for People With Disabilities: The Emerging Paradigm Shift From
Disability Prevention to Prevention of Secondary Conditions,* Phisical Therapy, Vol. 79, No. 5, 1999, ctp.
496.

%7 Ibid., crp. 497.

%% M. Whitehead, The concepts and principles of equity and health, Health Promotion International, Oxford
University Press, Vol. 6, No. 3, 1991, ctp. 220.
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699 . .
KUBOTHOT Beka. =~ OCTBapuBame jETHAKOCTH 3aXTeBa odzosapajvhe yHanpeherve ycinosa

700 .
ca LMJBEM IpeBeHLHje OOJIECTH U CIipeuaBama Jajber HapyllaBarmba

paoa u dHcusoma,
3apaBba. Haweno 3abpaHe auckpumuHaipje (Ha OCHOBY 3IpaBCTBCHOr CTamba) |
obe30cheme HecMeTaHOT OCTBapWBama TMpaBa Ha (JIOCTOJaHCTBEH) pajJ 3axTeBa
npensubame oaroBapajyhux yciosa paja y morjieay paaHor BpeMeHa, 0IMOpa U OJICYCTBa,
OCHTypame 3alllTUTe 37paBjha W 0Oe30eqHocTH HaA pagy y3 o6e3deheme crpydHor
ocrioco0JbaBama, ycaBplllaBakha M HalpeloBamka Ha pajgy ca I[HJbEM CTBapama
KOHKYPEHTHOCTH Ha TPXKHIITY pajia U OCTBapWBama IpaBa Ha T3B. JIO)KUBOTHO YYCHE Y

KOHTEKCTY CaBpEMEHOT pa3Boja PaJHOT MpaBa y yCIOBUMA TII00aIM3aIije, TEXHOIOIIKOT

HaIpeTKa, pa3Boja HHPOPMAIIMOHUX TEXHOJIOTHja U MpoliIeMa cTapemha CTAaHOBHUINTBA.

13221 VYcnoBu pasia numa 000IeIux o PETKUX 00NecTH
Jluna obostenna oj1 peTkux 00JIeCcTH Koja ce Hanase y (asu pemucuje (MoBravemhe CUMIITOMA

¥ 3HAaKOBa 0OJIECTH) jecy MOTITYHO PAJHO CIIOCOOHA JIMIIA, T€ C€ HA BHUX MPUMEHYje OIIITH
PEXUM pagHOT OJHOCA y TOTJIEAY yCJOBa pana, OJHOCHO Yy IOTJIEAy PaJHOT BpPEMEHa,
0JIMOpa, OJICYCTBa, 3aIlTUTE 3/jpaBjba U 0e30eHOCTH Ha pajay, CTPYYHOI OCIIOCO0JbaBamba,
Halfpe/oBama, U ycaBpllaBama. Mnak, nmonazehun ox obaBeze aprkaBa ajly U IOCIOAABaLA
na onpeheHnMM Mepama Boje OpUTy O 31paBJby CTAaHOBHUINTBA a TMOCEOHO O pPABUBUM
JIpYLITBEHUM Ipylnama, 3aTUM 00aBe3y IpeBeHILMje 0oJiecTH, Kao M y3umajyhu y oo3up,
OCHOBHO Hauello paJHOr NpaBa O 3a0paHu AUCKPUMMHAIMjE€ HAa OCHOBY 3pPaBCTBEHOT
CTama y o0JIaCTH pajia M 3alollljbaBarka, Hauesla XyMaHOCTH U Hayeja COlMjajHe MpaBJe,
o0osilenmuM O]l peTKuX OoyiecTH y peMucuju Tpeba omoryhuTu ocTBapeme IMpaBa Ha
(mocTojaHCTBEH) paJl Ha HA4YMH KOjU Hehe J0IaTHO OMITETUTH HUXOBO Beh HapyiieHo
37paBCTBEHO cTame. OcCTBapeme IMpaBa Ha (JIOCTOJaHCTBEH) pajJ M TpaBa Ha 3allTUTY
3/IpaBiba 3a JMIAa 0Oosiena Off PEeTKUX OOJeCTH Koja ce Hajlaze y peMucHju Mmoryhe je
ONMUITUM yHarpehemeM ycioBa paja aiau U npeaBuhameM MOCEOHMX ycoBa pajia 3a OHe

yHja peTka 60JecT To 3aXTeBa.

%99 N. Daniels, Equity and Population Health, Toward a broader Bioethics Agenda, Hastings Centar Report,
July-Avgust 20006, ctp. 23.
7% M. Whitehead, op. cit., ctp. 222.
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132211 Paono epeme, oomopu u oocycmea
PamnonpaBHO perynucame pagHOT BpEMEHa, OMOpa M OJICYCTBA MMa 3a CBOj NMPUMAapHU

Wb 3aIITHTY 3]paBjba W 0€30€HOCTH Ha paxy, OJHOCHO 3alITUTYy 3aroCICHUX O]
IIPEKOMEPHOT PaJHOr HcLpIJbuBama.”’’ Tlopen Tora, UW/b je U OYYBame JOCTUIHYTOT
HUBOA MIPUMaka 3all0CJICHUX YHME C€ UCKa3yje, IPe CBera, 3alITUTHH KapaKTep 3aKOHCKOT
M ayTOHOMHOT pEryjucama PajHOr BPEMEHa, OJMOPa M OICYCTBA, > y3 HCTOBPEMEHO
OCUTYpame eKOHOMCKE HCIUIATUBHOCTH 3a IOCIOJAaBIe, ald W 3aIUTUTA JaBHOT 3/paBJba
mTO je 00aBe3a jaBHE BIACTH, OJJHOCHO 00aBe3a JprkaBe. 3alliTUTa MpaBa HAa MPUBATHU U
MOPOJIUYHH JKHBOT, Takohe, ce o0e30ehyje pasyMHUM orpaHnyaBameM pagHOT BPEMEHA H
npeaBuhameM paBa 3ao0CICHUX Ha 0Mope U oJcycTBa. [locToje ncrpaxunpama KojuMa ce
nokasyje moBehana BepoBaTHOha O]l HacTaHKA Pa3IMYUTHX OOJIECTH W/WIM TIOBpela Ha
pany Koje Cy OoCIeuIa JyruX PaJHUX CaThi WK TOoCceOHEe BPCTE PaHOT BPEMEHaA, Kao IITO
je cMenckn min Hohnu pax.’®® Iopex Tora, ZOKa3aHo je M 4a ce Kao MOCISAHLA Ayror
PaJHOT BpEMEHA jaBJbajy YeCTe TPEIKe Y Paay KOje MOTY JIa UMajy 030MJbHE TIOCTIS/IHIIC 110
jaBHy curyproct.’™ Vkasyje ce Ha moBehaH pH3HK O IOBpela Ha Pamy, W AYrO PagHO
BpeMe TI0BE3yje C€ cCa JIAKIIUM MEIMIIMHCKAM O000JbeHhHMa, Kao IITO Cy CTpec,
XUIIETHE3HWja, TUjabeTec aau U ca TeXKHUM, Kao IITO Cy pa3IMYiTe BPCTE KaHIEepa u 0ojIecTu
cpua.705 3a cmenckn'° i HohHu pa)l,707 ped je 0 BpcTama paJHoT BpeMEHa KOje Cy OOMYHO

noBe3aHe ca ojapeheHuM mnpodecujama (HOpP. 3APABCTBEHU pAJAHMIN, WHIYCTPHU)CKU

LB A. JlyGapaa, Padno npaso, ..., 0p. Cit., ctp. 460.

" Ibidem.

703 AE. Dembe, ,.Ethical Issues Relating to the Health Effects of Long Working Hours,* Journal of Business
Ethics, 85: 2009, ctp. 195.

" Ibidem.

5 A. E. Dembe, J. B. Erickson et al., ,Nonstandard Shift Work and the Risk of Job-Related Injuries: A
National Study from the United States,” Scandinavian Journal of Work Environment and Health 32(3), 2006,
cTp. 234.

7%% CmeHCKE paj je paciiopet paHoOT BpeMeHa KO/ KOra 3aIlOC/IeHH Paje y PasIHuuTHM [epPHOIMMA HA HCTHM
cpenctBuMa paga. KomyrurapHo pamHo mpaBo (JupextuBa Op. 2003/88) mnpensubha npuzHaBame
3arociIeHrMa KOjU pajie y cMeHaMa MpaBo Ha JojatHe mepuoze onmopa. b. A. Jlybapna, Paowo mpaso, ...
op. cit., cp. 491.

%" Holim paz ce yBOAM Kaja TO 3aXTeBa MPHPOJA [OCIA HIM AETATHOCT KaJa ce Paj He MOYE MPeKHIaTH
Hohy. Hohnu pax je moceban pusuk 3a 3/1paBibe 1 0e30€HOCT 3aroCcieHnX 300T yera ce y yrnopeaHOM NpaBy
npenBuha obaBesno ysehano ruahame 3a pan Hohy y omHOcy Ha pax mamy. Bpeme koje ce cmaTpa kao paa
HONy Bapupa y yHnopemHoM mpaBy J0K ce y nomaheM moj HONHHM paJoM cMmartpa paj Koju ce U3BpIlaBa y
neproay usmelhy 22 daca u 6 yacoBa HapeaHor aaHa. b. A. Jlybapnaa, Paouo npaso, ..., Op. Cit., ctp. 485.
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pamHuIM), Takohe, ce Bexy oiapeheHa cuMmromarnyHa crama - mopemehaju cHa, 3amop,

708
aJI1 ¥ TaCTPOUHTEPCTUHAIHE OOJIECTH.

HcTopujcku mocMaTpaHo, paJHONPaBHO PETyJIHCAkbe PaJHOT BpeMeHa, OMOpPa U O/ICYCTBA
MMaJIo je TeHJACHIH]y cKkpahuBama paJHOT BpeMeHa, npeaBuhama oamopa (maysa) y TOKy
pama mTO ce y Hayelly He cMaTpa paJHUM BPEMECHOM jep 3allOCICHH YXHBa CI000Iy
KpeTama W OJUTyuHBama O CI00OTHOM BpPEMEHY, O IHEBHOT, HEJC/HHOT M TOMIIEHET
0oIMOpa, Kao W YCTaHOBJbaBame IpaBa Ha IuaheHo u HeraheHO OACYCTBO, INTO
npecTaBiba M3paz O0opOe cUHAMKATa 3a MOOOJbIIAKE IOJ0XKAaja PagHUKA W 3allTHTY
OCHOBHHX JbYJICKHX IpaBa (IpaBa Ha (J0CTOjaHCTBEH) pajl, MpaBa Ha 3aIITUTY 3/PaBJba, U

1paBa Ha >KHBOT).

Y okxBupy Mehynaponne opraHuzanuje pajga IpBa KOHBEHIIMja KOja je JOHETa je
Konsennuja Op. 1. o pagaum catuma u3 1919. ronuHe K0joM ce yCTaHOBIJbAaBA MPUHITUI O]
8 pagHUX caTu JHEBHO W 48 caTu HEIEJbHO y 3aHATCKO)] I/IHIlyCTpI/IjI/I.7lo 3aTuUM Cy JOHETe
koHBeHje — KonBennuja Op. 30. o pagHuM catuMa y TproBuHU U KaHienapuju 1930.
roguHe koja mpensuha 48 cartu HemesbHOT pana, kao u  KonBenmuja Op. 47. o 40-to
YAaCOBHOM HEJEJbHOM pagHOM BpemeHy u3 1935. rogune. ™t [IpuHIMIT MUHHMATHOT
HEJIEJHHOT 0JIMOpa OJ1 jeHOT JnaHa yBeneH je KonBenmujom Op. 14. o HeaebHOM OAMOpY Y
unaycrpuju 1921. ronune u Konsenuujom Op. 106. 0 HenesbHOM OAMOpY Y TPTOBUHM U
KaHuenapuju 1957. ronune, Koje cy mpaTuiie KOHBEHIMje O HOhHOM pany M miaheHuM
OI[MOpI/IMa.712 [{use je Omo 3amTuta 3/apaBiba U 0€30€HOCTH Ha paay, YCIOCTaBIbAHE
PaBHOTEKE MPUBATHOT, OJHOCHO MOPOJUYHOI U MPOPECHOHATHOT KUBOTA 3aMOCICHUX U
3alITUTa OCHOBHMX JbYACKHMX mpaBa. Haume, n YHuBep3anHa nekiapanuja YjeaumeHUX
Haija o JpyAckuM mpaBuMma (1948) mpensuba mpaBo Ha OAMOP M JOKOJHIY KOjOM C€
,yKa3zyje Ha moTpedy 3a pa3yMHUM OTpaHUYEH-EM PaTHOT BpeMeHa™, 3aTuM MelyHapoaau

MaKT O €KOHOMCKHM, COILMjaJTHUM M KylTypHuM npaBuma (1966) npensuba orpannveme

"% A, Knutsson, ,,Health disorders of shift workers,* Occupational Medicine, 53:2003, ctp. 103.

"9 A. Jlybapna, Paouo npaso, ..., Op. Cit., ctp. 464.

05 Lee, D. McCann, J.C. Messenger, Working Time Around the World, Trends in working hours, laws and
policies in a global comparative perspective, International Labour Office, Geneva, 2007, ctp. 1.

" Ibidem.

2 1pid., cp. 2.
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paIHOT BpEMEHa, Kao eIEMEHTAa NpaBa Ha MpPaBeIHE yCIOBe pana. > PermoamHu
JOKYMEHTH O JbYJCKMM TMpaBuMa, Takohe, mpensuhajy OorpaHUYCHE pagHOT BpeMEHa —
Pesunupana EBporicka corujanHa mosesba (1996), kao u [loBesba 0 OCHOBHUM IpaBUMa y
EBporickoj yHHju (2000).714 Y OKBHpY €BPOIICKOT KOMYHUTAapHOT IIpaBa JIOHETa je
HupektuBa Op. 93/104 koja ce 0qHOCH Ha TUTaKkA TPajarma PaJHOT BpeMeHa, Ha HOhHHU paj,
CMEHCKH M pajl Ha Tpaly, Ha may3e y TOKYy paja, Kao M Ha oIMope (JHEBHH, HEEJbHHU H
rogumsn). > Tlog pagHUM BpeMeHOM JIMpEeKTHBA IOApasyMeBa ,,IEPHOL Y TOKY Kora
paJHUK M3BpILIABa paj, OJHOCHO CTaBJ/ba CBOjYy paJHy CHAry Ha pacloJiarame MOCJIOAaBIly
¥ W3BpIIABA CBOje 00aBe3e y CKIagy Ca HAIMOHATHAM I[PABOM H/HIH TPAKCOM.* ™
JlupexTuBOM je mpeaBul)eHO MaKCHUMATHO THEBHO PagHO BpeMe of 13 gacoBa, 3aTHUM MPaBo
Ha THEBHU OJMOp y HajMameM Tpajarmy ol 11 y3acTONmHUX 4acoBa y TOKY CBakux 24 daca,
MIPOCEYHO HEACJHHO PAJHO BpeMe KOje YKJbyUuyje U MPEeKOBpeMeHH pall He cMe na mpehe 48
4acoBa, HEJCJbHH OJIMOp Y Tpajamy OJ HENPEeKWJIHO 24 daca, Kao W NpaBo Ha IuiaheHu
TOIMIIIBI OJMOP Y TPajamby OJ1 HajMarbe TPH Helesbe. ' JIMpeKTHBA PEryiuiie i HONHHI H
CMEHCKH paJ, rae npensubha na HOhHH paj jecTe paja Koju HHje Kpahu o ceiaM 4acoBa U
KOjU CBaKako yKJbydyje mepuoi usmel)y monohu u meT 4acoBa mpe noxue."*® Kako 6u ce
o0e30enmina 0oJba 3aIITHTA 3aMOCICHHUX OJ] MPEKOMEPHOT PAIHOT HMCUPILUbHBama 300T
nojaBe HOBUX (opmu pana, u kako JupextuBa Op. 93/104 cagpku camMo MUHUMAaJIHE
CTaHJapJie JaBWJIa ce MoTpeda /1a apikaBe came peryiuiry ojapeheHa muTama MoBE3aHa ca
pajHUM BpEMEHOM, TOCeOHO Ja JM W paa KajJa ce TMOojeJuHal] Halla3u Yy CTamby
MpUIpPaBHOCTH (paj MO TMO3WBY) yla3u y pagHo Bpeme. Tako Benmka bputanuja pamHo
BpeMe NepUHHINE Kao BpeMe Kaja pagHWK paj, OJHOCHO KaJa je Ha pacrojiaramy
MIOCJIOABILY M M3BpIIIaBa CBOj€ paaHe 00aBe3e, 3aTUM Kao BpeMe Kaja ce paJHUK HaJla3| Ha
onroeapajyhem cTpydHoM ocmocoOsbaBamby M ycaBplllaBamy, all M Kao BpeMe Kaja ce

padHUK HaJla3u y CTamkby NPUIIPABHOCTU, OJHOCHO KaJia JIUIIC HI/Ije Ha MCECTY paja ajin je

3 1hid., crp. 9.
4 Ibidem.
SBA. Jly6apna, Eeponcko paduo npaso, ... , 0p. Cit., ctp. 273.
716 B
Ibidem.
7 Ipid., crp. 273 — 278.
8 Ipid., ctp. 274.
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JOCTYIaH mocIoaBLy. > Jla paj y cTamy IPHIPABHOCTH (Paj [0 MO3HBY) YIa3H y PAIHO
BpeMe MOTBPJIMO je U y CBOjOj oIyl EBpOIICKU Cyj mpaBje y Cliydajy Jiekapa Koju je y
NPUTIPABHOCTH, OJJHOCHO JOCTYIIaH ITOCIOABIy HEKaa U y IEpUOLy oA 25 4acoBa, U KOME
je mociomaBall 00e30earo co0y y KO0joj MOXeE Ja oaMmapa JIOK C€ Haja3h y CTamby
npunpaBHocT. 2> CyJl je O/UTydHO J1a BEroBH CaTH Kaja TpeGa Ja je JOCTYIAH 110 T03HBY
yllaze y pajJHO BpeMe, a Kao 00paslioKeme je HaBeIeHO TO Ja je JieKap Mopao aa Oyne
npucyTaH Ha Mecty oxpeljeHom ox crpane mocioxasia. >t Ipumehyje ce ma je cya kao
npUMapaH KPUTEPH]y 3a OLEHY Jia JIU pajl y CTamby NPUIIPABHOCTH (Pajl 110 O3KBY) YIIa3H y
pPamHO BpEME y3€0 KPUTEPHUjyM JIOKAIHMTETa 3amocieHOr Koju je oxpeheH ox crpane
MOCJIO/IaBIIa HE W CaMy YWILCHHILY J1a je OH W PEaJTHO JIOCTYIaH IOCIIONABIy, T¢ na 0e3
003upa J1a 1 ce Haja3u Ha MECTY pajia WK y HeroBoj OJM3UHU (Kako OM U MHAYe peasHo
MOrao Ja OJIrOBOpH Ha MOryhu Mo3uWB) HHje ClI00OJaH Ja CBOje BpeMe MpoBele M0
COIICTBEHOM Haxohemwy, 3a Pa3IMKy O] OpPHTAHCKOT TpaBa IJC Yy PagHO BpeMe yia3h U
BpEeMe Kajla 3aIlloClIeHH HUje Ha PaJHOM MECTY aJli je IOCTYIaH MOCIOaBIly ¥ CIpeMaH Ja
y CBAaKOM TPEHYTKY OJIFOBOPU Ha HEroB M03uB. Y mpaBy CpOuje paa 1o 1mo3uBy, OJHOCHO
BpEME Kajia je 3arocClieHH MpHIIpaBaH Ja OJrOBOPH Ha IO3WB ITOCIOJAaBIA J1a 00aBJba
MOCJIOBE, YKOJIMKO CE€ 3a TO YKa)ke ToTpeda a 3aIlociieHH ce He Halla3W Ha MECTY paja He
ylla3 y pajHO BpEeMe, OAHOCHO paj TO IMO3WBY YyJa3W y PagHO BpEeMe TEK YKOJHUKO

722
3aIl0CJIE€HH Yy TOKY IIPUIIPABHOCTU U 00aBH JATHU 110CAO.

Janac je u3pakeHa TEHACHIMja I0jaBe HOBHX OOJIMKA paJHOT aHTa)XXOBama, OJHOCHO
10jaBa GiekcubuIHo2 paoHoz anealxcosarba U cBe veher aHraxxoBamwa Ha OCHOBY yroBopa
ca HeNMyHMM paJHHM BpPEMEHOM, Ka0 M MOT'YNHOCT pajiHOT aHTrakoBamwa ca cKkpaheHuM
pazHUM BpeMeHOM. PanHo aHTakoBame ca HEIYHHM PaJHUM BPEMEHOM, OJJHOCHO PaJHUM
BpeMeHOM KpahuM oJ1 yHOT paJHOT BpeMeHa oJipel)eHOT HAIOHAHUM 3aKOHOIaBCTBOM
MoOXKe OUTH YCIOBJBEHO MoTpebama Mmpolieca pada KoJ MOCJIOJAaBLA ajlld U 3aCHOBAHO

BOJbOM 3arOCJICHOI Ca IUJBbEM IMOMUPCHA HpO(I)CCI/IOHaJIHI/IX U NOPOAUIHHX o6aBesa, 300r

9 D. Lewis, M. Sargeant, Essentials of Employment Law, 10th edition, CIPD House, London, 2009, ctp.
178.

"2 |bidem.

2L |bidem.

22 3akon o pady (,,Ci. rmacauk PC, 6p. 24/2005, 61/2005, 54/2009, 32/2013 u 75/2014), €. 50.
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yera je demhe pagHO aHTaKOBamke Ca HEIMYHHUM PAJHUM BPEMEHOM 3aCTYIJBEHO KOJ
KEHCKUX 0co0a, ma ce mocebaH 3Hayaj Jaje cy30ujamy NMCKpUMHHAIIM]E 3alOCICHUX Ca
HEMYHHUM paJHUM BpPEMEHOM, IOCeOHO Yy TMOrjeay MpHUcTyna MnpodheCHOHATHOM
0CII0cOG/baBAY W CTPYHYHOM ycaBpliaBamy. - Tako ce mpeahha paj ca IOJTOBHHOM
IOYHOT PaJHOT BpEeMEHa paju MoceOHe Here JeTeTa WM JPYyror JIMLA, OJHOCHO paja ca
HEITYHHM PaJHHM BPEMEHOM Paji cTapama o omrtehenoM mmu oGosenom mmiy. >t OBo je
MoceOHO 3HAYajHO 3a 3alocieHa JIMIA Koja Ce CTapajy O JIMIUMa OO0OJEIMM O] PETKHX
6onectu. Kon pamgHor aHraxkoBama ca HENYHUM pPaJHHAM BpPEMEHOM BaKH HAuyello
JeAHAKOCTH y TOTJeny IpaBa W o0aBe3a M3 PAaJHOT OJHOCA, C THM IITO 3aIOCICHU
OCTBapyje MpaBO Ha 3apajgy CXOIHO HAYENTy CPA3MEPHOCTH. > 3a PasiMKy O HEIYHOT
pamHOr BpeMeHa, ckpaheHo paaHO Bpeme, MPaBHO CE H3jelHAYaBa ca IYHHM paJHUM
BPEMEHOM Ca CTAHOBHUILTA TPaBa Ha 3apajy U APYTUX [paBa W3 pagHOr oxHoca. 2® Llub
yBohema ckpaheHOr pagHOT BpeMEHa jecTe 3allTHTa 3/IpaBJba 3a 3aIllOCICHE KOjU paje Ha
mocioBuMa ca moBehanum pH3HuHMa,727 Ka0 ¥ 3alliTUTa pamkUBHX KaTeropuja
CTAHOBHHILTBA, OJHOCHO 00aBE3HO CKpaleHO pajHO BpeMe omuaiue. > Viumajyhu y
003Mp TEHCHIIM]Y Jeporairje ONIITUX MPaBUiia O TPajamby U Paclopeay pajHOT BPEMEHa,
Ka0 M M0jaBy HOBUX (PIeKCHOMIHMX OOJMMKA pPaJHOT aHTaXOBama, ald U NoTpedy 3a
3alITUTOM pPambUBHX, BYJIHEPaOMJIHHMX KaTeropuja juma (ratione personae) y mpaBy

Esporicke yHuje, >

onpende o (preKCHOMIHOM paJHOM BpeMEHY (HapouuTo ckpaheHo
paJiHO BpeMe) MOT'y ce IPUMEHUTH U Ha JiiIa 00oJesna oJ] peTKUX 00JIeCTH Koja ce Hajlasze y
¢da3u pemucuje, Moja yciaoBoM Aa (GIeKCHOMIHO pagHO Bpeme OyJie yCTaHOBJHEHO BOJHOM
3aIoCIIeHOT, Y3 peryimcame 3a0paHe TUCKPUMHUHAIM]E 110 OCHOBY 3APABCTBEHOI CTamba Y
MOTJIETy OCTAJIMX TapaHTOBAaHMX TpaBa M3 paaHor ogHoca. Ha Taj maumn obe3behyje ce

3alITUTa IpaBa Ha (JOCTOJaHCTBEH) paj JIMLA y PEMUCH)H, 3alUTUTA [IPpaBa Ha 37paBibe U

2 B.A. JlyGapaa, Paono npaso, ... , Op. Cit., ctp. 474.

2 Ipid., ctp. 475.

2 Ipid., ctp. 474.

2 |hid., crp. 476.

21y npaBy CpGuje, mpaBo Ha ckpaheHO pagHO BpeMe OCTBAapyje OHAj 3alOCICHH KOjH Pajii HA HAPOUHTO
TELIKMM, HAIOPHHUM H 38 3[]paBJbe IITETHUM MOCIOBUMA, YTBP)SHUM 3aKOHOM HJIH OMIITHM aKTOM, Ha KOjuMa
U Tope] npuMeHe Mepa 0e30eHOCTH M 3alUTHTE XMBOTA M 3/paBjba Ha pajy MocToju moBehiaHO MITETHO
JIEjCTBO TI0 3/[paBJbE 3aMOCICHOT.

"2 B.A. JlyGapna, Paowo npaso, ..., Op. Cit., ctp. 478 — 479.

2 Ibid., ctp. 467.
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00e30ehyje T3B. jeMHAKOCT y 3/IpaBJby, OJIHOCHO aHTa)XXOBAaHkE IMOjeIMHIIA HA HAYUH KOjU
OJIrOBapa HErOBOM 3[IPAaBCTBEHOM IOTEHILIMjAy y3 MCTOBPEMEHO OYYBaIE€ 3arociierha,
CrpeyaBame JaJbel HapyllaBama 37paBiba 3amocieHor. IlpenBubame moceOHMX ycioBa
pajga y TMOrjeny pajHOT BPEMEHa yCTaHOBJbABA CE 3a JIMIA KOja paje Ha IOCIOBHMaA ca
noBehaHuM pu3HIIIMa a MOCEOHM YCIIOBU paja MpenBul)eHu cy Kao 3alITUTa O ,,JIOMHX
dakropa moBe3aHWX ca pamHuM MecToM. IloceOHmM ycioBu panma mpenBubajy ce,
TPaAMIMOHAIIHO, U 32 OCETJPMBE KaTETOpHje 3aIOCICHHX, OJHOCHO 3a OMJIAJUHY, XKEHE,
cTapyja Juna W, JaHac, 3a JIMIAa ca MHBAIMIUTETOM YUME ce MOceOHHM YCIOBH paja
,»IIPaBIajy* JUYHUM CBOjCTBMMA 3aIlOCICHUX U 3a0paHOM AMCKPUMHHALIMjE 10 OCHOBY
JUYHUX CBOjCTBA. | eHeTCKke mpoMeHe W mparehe 3ApaBCTBEHO CTame CHafajy y JIMYHA
CBOjCTBa 3aIlOCJICHOT Ha KOja OH HUje Morao Aa yruye. Jluma obonerna on peTkux 6onectu
KOja ce Haya3e y (pa3u pemucuje y 3aBUCHOCTH O] TPUPOE KOHKPETHE peTKe O0JIECTH MOTY
pazuTH TOJ ONIITHM YCJIOBHMA, TJI€ FbHXOBO 3JIPABCTBEHO CTAmE HE 3aXTEBa JIOJATHY
3aIITUTY HUTH MOCEOHE YCJIOBE paja W TIe jeIUHO Tpeba oOpaTWTH Makmky Ha 3a0paHy
JMKpUMHHAIMje Ha OCHOBY 3/IpaBCTBEHOI CTama y OOJAacTH 3alolubaBamka M paja.
Mehytum, nuna obonena ol peTKux OONECTH Y PEMHUCHJU MOTY 3aXTeBaTH M MoceOHE
yCJIOBE y MOIJIENy PaJHOT BPEMEHA, Ka0 U OJMOpa u nocebnux naahenux oocycmea paou

Odp.?fCLlGdl—ba c602 30paecm6eH02 cmared.

Onmop y TOKy paja, JTHEBHH, HEJIEJbHU M TOAUIIBE 0IMOp, Takole, UMajy 3a IuJb 3aIUTUTY
3ApaBjha U 0€30€AHOCTH Ha pajay, 3aJ0BOJBEHE JIMYHUX M TOPOJUYHHX TOTpeda,

KyATYpHUX M BEpCKUX MMoTpeda M jaBHUX oGasesa.

MehyHapoaHu, pervoHaaIHM U
HallMOHAJTHYU JIOKYMEHTH, 110 IMpaBuily, IpeaBuhajy mpaBo Ha OJMOp 3a CBE 3arociieHe Kao
HEoTyhuBO MpaBO paJHUKA, KOje HE MOXE Ja ce KOMIleH3yje yBehawewm 3apaze. Jluna
oOosiena o]l peTKuxX OOJecCTH Yy PEMHCHJHU OCTBapyjy IpaBO Ha OAMOpP MO OMNIITUM
NpaBUIMMA, C TUM ILITO CE€ Kao 3alITUTHA MEpa MOXe MPEIBUAETH MPOAYKEHE IOAUIIHET
0JIMOpa, MO yIrieny Ha MpaBuiia 0 Moryhem mpojyxemy roIUIIBEr 0JAMOpa 3a JIMA Koja

pajge Ha mocioBMMa ca moBehaHWM PHU3MKOM IO 37paBJbe, OIHOCHO TJe je Ta Mepa

npenBuleHa kao KOMIEH3allja 3a U3JI0)KEHOCT IITETHOM JI€JCTBY YCJIOBa pajia Ha 3paBibe

% Ipid., ctp. 495.

202



731
U paJHy CIIOCOOHOCT, ~'mTO Tpeba IEHUTH MpemMa MPHUPOIU peTKe OOJECTH Yy CBAKOM
nojeIMHa4yHOM ciydajy. [IpaBo Ha Tpoaykeme TOIUIIkEer OoaMopa mpeaBubha ce, y

YIOOPEAHOM IIpaBy U 34 Jinlla Ca MHBAJIUJUTETOM.

OxcycTBO ca pajga MOXe OWTH y3 HakHaIy 3apaje, OAHOCHO IuiaheHo oxcycTBo U 0e3
HAKHAJe 3apaje, OAHOCHO HerutaheHo oxcyctso.”? Lluib npensuhama npaBa HAa OJCYCTBO
ca paja jecTe 3alTUTa JUYHUX MOTpeda W MOpPOAMYHUX OoOaBe3a 3amocieHux. [IpaBo Ha
oncyctBo ca paaa (twraheHo wim HerutaheHoO) peryiucaHo je 3aKOHMMa, ¢ THM IITO
AyTOHOMHHMM aKTHMa, IMOCEOHO KOJICKTHBHUM yroBOpHMAa O paly MOTY Jia Ce MPEABUIC U
OJICYCTBA y NIPYTHM CiIy4ajeBUMa KoOju Hucy mpeaBuheHn 3akoHoM. [IpaBo Ha turtaheHo
OJICYCTBO OcCTBapyje ce y cienchum ciydajeBuma: 1. MOPOJUYHHU KMBOT M TOPOIAMYHE
norpebe (cknamame Opaka, mopohaj cympyre/BaHOpadyHe MapTHEpPKE, Teka OoecT wiaHa
y)Ke TOpOJUIe, CMPT WIaHa YK€ MOPOAMIE, CMPT pOIUTEsha, YCBOjUOIA, Opara, cecTpe,
CYNMpY>KHUKA 3aIl0CiIeHOr); 2. 3a/J10BOJbeHe cTaMOeHUX moTpeda (cenumba, OTKIAHKAE
HITETHUX MOcienuna y 1oMahiuHCTBY); 3. mpoeCHOHATHY KUBOT 3aIlOCICHOT (npeseHyuja
PaoHe UH8ANUOHOCMU, TIONATalkbe CTPYYHOT WM APYror WCIHUTA 32 MOTpede MOCIOo/aBIa,
yuerthe y pagHO-IPOM3BOJHUM TakMHU4YeHUMa); 4. pax y CHHIUKATY M CaBeTy

38.1'IOC.TI€HI/IX.733 Yy YIIOpE€AHOM TIIpaBy, 3aKOHHMMa C€ YCTAHOBJbABa IIPABO Ha JOAATHO

iaheHo OJCYCTBO 3a moceOHe KaTeropuje paaHuka. Tako AYCTpI/Ija,734 Hemauka'>> u
. 7 .

IIBajuapcka’*® npeasuljajy mpaBo Ha jgomaTHO ruiaheHO OJCYCTBO ca pajga 3a Muiaje

panauke nok Hopsemika npensuha nomatHux 5 naHa miuaheHoOr oAcycTBa 3a paJHHKE

CTaije o1 60 l"OI[I/IHEL737 HpeMa I/ITaJII/IjaHCKOM 3aKOHOAABCTBY 3aIIOCJICHU POAUTCIbU HUJIU

L |hid., crp. 476.

32 |pid., crp. 513.

733 bid., ctp. 513 — 515.

3 IIpensuba ce mpaso Ha goMaTHEX 5 pagHuxX nana miahesor oxcycrsa. R. Ray, J. Schmitt, No-vacation
nation USA a comparison of leave and holiday —in OECD countries, European Economic and Employment
Policy Brief, 2007, ctp. 5-6, mocTymnHO Ha:
http://www.law.harvard.edu/programs/lwp/papers/No_Holidays.pdf

73 Hpe[lBI/Ilja CC MpaBO Ha 1 a0 6 JaHa O0JaTHOI miahenor OACYCTBAa y 3aBHCHOCTH O[] I'OJIMHA KUBOTA.
Ibidem.

736 [pensuba ce mpaBo Ha JOAATHY pagHy Heaesby MialieHor oacycrtsa. Ibidem.

¥ R. Ray, J. Schmitt, No-vacation nation USA a comparison of leave and holiday —in OECD countries,
European Economic and Employment Policy Brief, 2007, ctp. 5-6, moctymHO Ha:
http://www.law.harvard.edu/programs/lwp/papers/No_Holidays.pdf
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CTapaoIy JeTeTa CTapujer o 3 roJWHa KOME je TUjarHOCTUKOBAHO TEIIKO 3IPABCTBEHO
omreheme nMajy npaBo Ha maaheHo THEBHO OJICYCTBO Y Tpajamy OJ 2 caTa, IOK 3all0CIICHU
pPOIMTEIbH, CTApaOlM WM CYNPYXHHIM JIMIAa ca YTBP)CHHM TEIIKUM 3paBCTBEHUM
omTtehemeM nMajy paBo Ha MeceyHo IuiaheHo OCYCTBO y Tpajamy O 3 JaHa, ¢ THM Ja
OBO TIpaBO NpHUIaga M CaMOM JIUIy Ca YTBPHEHHM TCIIKUM 3/PaBCTBCHUM olITehemeM
YKOIMKO je 3amocieHo. > V Bemukoj bpurannju 3akoHOM je mpeaBuljeHO mpaBo Ha
wiaheHo 0JIcycTBO 3a moTpede cTymupama W OOyKe MIIauX 3amnocieHux. [IpaBo Ha
m1aheHo 0/ICYCTBO OCTBApyjy OHH 3arocjieHu Koju uMmajy 16 wim 17 roguHa ¥ KOju HUCY
3aBPIIWIH IIKOJIOBAKkE, KA0 M 3allOCIICHU KOju MMajy 18 roamHa a 3amodernu ¢y o0yKy WIn
cTyamje mpe Hero mTo cy Hamynmid 18 rommna.’*® Bpeme Tpajama oxcyctBa Mopa GuTH
pa3ymHo, y3umajyhu y o03up, BpeMe Tpajama CTyAuja UiIu o0yKe, 3aTUM OKOJHOCTH O]
KOjUMa TIoCio/IaBal] 00aBjba JENATHOCT, Ka0 M edeKaT TaKBOI OJICYCTBA Ha JCIATHOCT
IM0C/I0aBIA, MOCEOHO ekoHOMCcKH edekar. © Ilopex Tora, y Bemnkoj Bpuranujn 3axoH
npensuha u miaheHo oacycTBO 3a MOTpede Tpakema HOBOT IMOcia 3a JMIa Koja Ccy y
KOHTHHYUTETY 3aIloclieHa JBE TOJWHE KO MCTOT MOCIIOIaBIa U KOjuMa je HajaB/beH OTKa3

741
[Imancko 3aK0HOAABCTBO mpenaBuha rmaheHo

jep ce cMaTpajy TEXHOJOMIKUM BHIIKOM.
OJICYCTBO 3a M3BpIICHE paljaHCKHX YXKHOCTH. 2 3a paslMKy O EBPOICKHX IPiKaBa,
Cjenumene Amepuuke JlpxaBe, ¢eaepalTHUM 3aKOHOIABCTBOM HE YCTaHOBJhABajy MPABO
Ha r1aheHo oJICyCcTBO ca paaa Beh 3aK0H 0 MOPOAUYHOM U MEAUITMHCKOM OACYCTBY (1993)
npensuha camo mpaBo Ha 12 Hemeba HemaheHOr OJICYyCTBa M3  KBaTHM(PUKOBAHHX
MOPOJAUYHUX U MEAUIMHCKHUX pasnora.743 ITopen tora, Cjenumene Amepuuke [IpkaBe
Mel)y pa3BHjeHMM [p’kaBaMa jeAuHEe cy Koje He mnpensubajy mnpaBo Ha MiaheHo
MOPOJUIBCKO OJICYCTBO, OCUM IITO ¢y Tpu denepanue npxase (Kanudopuuja, by [lepcu u

Poyn Ajnann) ycBojuiie 3akoHe KojuMa IpenaBubajy mpaBo Ha Iu1aheHO MOPOJUYHO

8 A. Egle — Gentile, ,,From Constitutional Rights to Further Legal Claims,“ y E. Stasi, D. Posterino, D,
Taruscio (ed.), M. Spina (tr.), Protection and Legal Rights for Disabled People, 2013/1, ctp. 48 — 49.

9D, Lewis, M. Sargeant, op. cit., ctp. 190.

0 Ipid., crp. 191.

L 1bidem.

2 R. Ray, J. Schmitt, op. cit., ctp. 6.

743 Executive Office of the President of the United States, The Council of Economic Advisers, The Economics
of Paid and Unpaid Leave, June 2014, ctp. 3, 10CcTYyIHO Ha:
http://www.whitehouse.gov/sites/default/files/docs/leave_report_final.pdf
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oncycrso. ™ ®enepanna mpxasa dunaxenduja je, HA mpUMep, NPEIBHACIA IIPABO HA
HertaheHo 0/ICYCTBO 3alOCiIeHOM y cieaehuM ciydajeBUMa — nompeba 3a MeOUuyuHCcKom
nomohu 3a cebe unu 4iana yxce nopoouye, Tpaxeme HHCTUTYLIHOHATHE MoMohu 300r
MOPOJMYHOT HACHJbA, CEKCYaTHOT Y3HEMHUpPaBamba WM 3JI0CTaBJbamka, MOTpede CaBeTOBamba
WIN npumara mepanuje, notpede 3a npasom nomohu.’* Ca gpyre crpame, ¢pamiycko
3aKOHOJIAaBCTBO mpenaBuba mpaBo Ha HemiaheHo OJCYCTBO Yy CllydajeBUMa APYIITBEHO
KOPHUCHOT paja (paxa y 3ajeJHUIN), Kao W MpaBo Ha JIEBET JaHa HeruiaheHor oicycTBa 3a
Npe/ICTaBIbakhe YAPYKEHa U IECT Mecely HertaheHor ofcycTBa 3a y4emhe y npojeKTHMa
,MelyHapo/IHe COIUIAPHOCTH Y I/IHOCTpaHCTBy.746 VY npaBy Cpbuje, HermiaheHo 0ACyCTBO
jaBJpa ce HE Kao 3aKOHCKO MPaBO 3amocieHor Beh kao quckpernyona cio6oaa mociioiasia,
OJTHOCHO IIOCJIOJIaBaIl MOXKE, aKO HE PEMETH IpOILeC paja, Ha 3aXTEeB 3aloClICHOT, Ja
0I06pH 0JCYCTBO 63 HakHaje 3apajge. . 3a pasiuKy o riahieHOr OJCYCTBa, 3a BpEMe
HerutaheHor O/icyCcTBa 3allOCICHOM MUpPYjy TpaBa W o0aBe3e W3 PagHOr OJHOCA, OCHM
YKOJIMKO 3a TMOjeIUHa MpaBa HHUje 3aKOHOM, OIIITHM aKTOM WM YrOBOPOM O pany
Ipyrauuje oI[peljeHo.748 [IpaBo na mmaheno oacyctBo y mpaBy CpOuje mpensubeHo je
3akoHOM O pajy, TJe 3allOCICHH MMa MPaBO Ha OJICYCTBO Ca paja y3 HaKHAIy 3apaje y
YKYITHOM Tpajamy O] MeT paJHuX JaHa y TOKY KaJIEHJApPCKe TOJUHE Y CIy4ajy CKIIamarmba
Opaka, mopohaja cympyre, Texxe OOJIeCTH dWiIaHA YKe€ MOpPOJAUIe, KA0 U y JPYTruM
Cilly4yajeBMMa YTBPHEHHUM OMIITHUM aKTOM M YTOBOPOM O pa)ly.749 [Topen Ttora, 3amocieHu
uMa MpaBo Ha 1alieHo OJICYCTBO Y Tpajamy O MET PAaJHKX JlaHa y CIIy4ajy CMPTH 4YjaHa
y)Ke TOPOJIUIIE, Kao M y Cllydajy T0OpPOBOJHHOT JIaBamka KPBU Y TPajamy OJl JIBa y3aCTOIHA

. 7
JlaHa 3a CBAKH CITydaj 10OGPOBOILHOT aBarba KpBU. . [ToceGHUM 3aKkoHOHMMA peaBiha ce

" Ibidem.

" Your Rights to Unpaid Leave Due to Domestic or Sexual Violence, The Philadelphia Commission on
Human Relations, noctymnHo Ha:
http://www.phila.gov/HumanRelations/PDF/DomesticSexualViolencel eavePoster English.pdf

R, Ray, J. Schmitt, op. cit., ctp. 6.

"“T'B. A. Jlybapna, Paouo npaso, ..., Op. Cit., ctp. 516.

" Ibidem.

"9 3akon 0 pady (,,C11. rnacuuk PC*, 6p. 24/2005, 61/2005, 54/2009, 32/2013 u 75/2014), u1. 77, cr. 1.
0 3akon o paoy (,,Cn. rmacauk PC*, 6p. 24/2005, 61/2005, 54/2009, 32/2013 u 75/2014), un. 77, ct. 3.
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¥ IIpaBo Ha MaheHo 0/ICyCTBO TOKOM JIP>KaBHUX, BEPCKUX U JPYTUX jJaBHUX MPA3HUKA, KA0

751
¥ IIpaBo Ha yBehaHy 3apajy 3a pag TOKOM IIPa3HHUKA.

Jluma obonena o peTKuX 0O0JecTH Koja ce Hajlaze y CTamy PEMHCHjE CHaNajy y pU3NUHY
3[paBCTBEHY TPYILY, a CAMUM THUM U Yy ITOCEOHO pamHBY KaTeropujy 3amocieHux. Kaxo je
NPUMapHH Wb PaJHONPABHOT PETyJIHcamba PaJHOr BpeMeHa, 0IMOpa U OJICYCTBA 3aIITUTA
31paBiba U 0e30eIHOCTH Ha pany, y3umajyhu y o03up mpHUpoIy U OYEKHUBAHU TOK PETKE
Oonecty (MEOUIIMHCKA WHAMKALIMjA), 3a JUIA Y PEeMUCHjU Tpeba MpeABHIACTH MPaBO Ha
dnexkcubuHo pagHO BpeMe (MOTYRHOCT pajia ca HEIyHHUM PaJHUM BPEMEHOM, cKpalieHo
paono epeme, 3a0paHy HONHOT paja, MPEKOBPEMEHOT paja WM CMEeHCKOr pana). [lopen
TOra, Mepe jaBHE BiacTH Tpeba aa Oyay TakBe Ja IMOJACTHYY MOCIOJAABIE Ja IyTeM
AyTOHOMHHX aKaTa (HapO4MUTO KOJEKTHBHHUX YrOBOpPa O paiy) MPEABHIIE NPABO HA NOCEOHO
naaheno odcycmeo 3a Jana 000ena o1 peTKUX 0O0JIECTH Koja ce Halla3e y CTamby pEMUCH]E
U udja OoJecT 3axmesa nepuoouuHe mepanuje, MWTO CE€ HMa IIEHUTH Yy CBaKOM
HOjeIMHAYHOM ciy4ajy. TakBa BpcTa OACyCTBAa C€ MOXE TYMauUTH Kao OJICYCTBO paou
npegenyuje unearuoumema. llopen Tora, moce6Ho raheHo oaCyCTBO Tpeba MpeABHICTH U
3a CJIydYaj IUjarHOCTUKE O0JIECTH, OMHOCHO Yy Cydajy CyMmbe Ha peTky Oosect. C 003upom
Ha TO, Jla je OCHOBHA KapaKTEPHCTHKA PETKUX OOJECTH HUXOBA PETKOCT M Maid Opoj
obonenux, ognocHo differentia specifica perkux Gosectd y 0JHOCHO Ha oOcTaine OOJeCTH
jecte peTkocT nopemehaja, Kao 1 TO Ja MojeIMHE peTke OojecTu omoryhasajy 6e3 mocedoHe
Tepanyje HOpMalaH XHUBOT M paj, 3a MOCIOAaBIE, NpeaBrlame MOCeOHNX yciIoBa paja y
noryefy niaaheHux ocycTBa 3a oHe 00oJiene o] peTKUX OOJIECTH KOjU Ce Halla3e y CTamby
peMucHje a KOju 3axTeBajy NEepUoauvHO ojpeheHy Tepanujy He Ou Tpebano aa Oyne
npegeiuko onmepeliere KOje W3a3WBa 3HayajHE EKOHOMCKe ryOuTke. Pa3Boj
MH(OPMALIMOHUX TEXHOJIOTH]ja U 10jaBa HOBUX (GopMU (IIEKCUOUIIHOT paIHOT aHTaKOBamba
Kao IITO je pao o0 kyhe, Takole, MOTy yTHUIATH Ha MOOOJbILIAKE PAJHONPABHOI CTaTyca

3aII0CICHUX 000JIeIUX Ol PETKUX OoJrecTH.

™! pid., crp. 517.
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132212 Sawmuma 30pasma u bezdedoHocmu Ha paody
[IpaBo Ha 3amITUTY 37paBba U OE30€AHOCTH Ha Paay j€CTe OCHOBHO COIMjaTHO MPABO KOje

NPOM3WIA3H U3 TIpaBa Ha (JOCTOjaHCTBEH) pajl, U3 MpaBa Ha 3aIITUTY 37paBJba, Kao U IpaBa
Ha (JOCTOjaHCTBEH) XMBOT. [luTame 3amTHTe 31paBiba U 0€30€HOCTH HA Paay BaXKHO je
Kako 3a o0JlacT caBpeMEHOr paJHOr TpaBa Tako W 3a o0OiacT jaBHOr 31paBiba. Ca
CTaHOBHMINTA PAJHOT IPaBa OCHTypame 3/paBUX W 0€30€IHHMX YCJIOBa paja jelaH je o
NpUMapHUX [UJbEBA 3alITHTHOT PAJHOT 3aKOHOAABCTBA TOCEOHO Y  YCIOBHMA
riobanu3anyje, UHGOPMAIIMOHMX M TEXHWYKHX MPOMEHAa M JocTHrHyha, mojaBe HOBHX
(dbopMU paHOT aHTAKOBaa T3B. (ICKCUOMITHUX 00JIMKA pajia, Kao M HOBUX pU3HKa (CTpec,
3JI0CTaBJbabCHA Pajly, CEKCyaJHO Y3HEMHUpaBame, HACHJbe Ha pany). [nobanuszaruja u
WHTEPHAIMOHATIM3AIIMja, TPOMEHE Y PEryJIaTOPHUM MpaBUIMMa, IPOMEHE y CTPYKTypama
npenyseha, Kao U MOBE3aHE TEXHOJIOIIKE MPOMEHE MOpajy €€ Y3eTH y 003Hp NPHIUKOM
perynucama O0JIaCTH pajia M 3alITUTE 3/IpaBJba PAAHHUKA, Y3 Y3UMame y 003Up U HOBHX
bexcuObumHUX o0JIMKa pagHOT aHTakoBama (pax o kyhe, paa Ha AasbuHY) U npaTehux
npobiemMa crpoBohema Mepa 3a 3allITUTy 37paBjba U 0€30€AHOCTH Ha Paay y TaKBUM
yenoBuma. % Tlopes Tora, CaBpeMEHO PaHO MPaBO, 3aCHHMBA CE HA KOHIICIITY HHTErpaIije
pamHUBHUX IPYIITBEHUX IPyNa y pajHy CpeAHHY, TOCEOHO MIIaJHX, XKEeHa, CTApUjUX JIMIA U
JMla ca MHBAJIMIUTETOM, I/ C€ Kao H3a30B jaBjba oOe30eheme 3amTure 31paBiba U
6e30eJHOCTH OBHX I'pyna MoceOHMM Mepama npuiaroeHuM mUXOBUM norpebdama. IIpaBo
paaHUKa Ha 3aIITUTY 3/IpaBjba U 0€30€HOCTH HA pany y ,,KOHQIUKTY" je ca eKOHOMCKUM
MHTEpeCcHMa TI0CII0/IaBalla jep HeKala MOXe Ja M3a30BE€ BHCOKE TPOIIKOBE IMOBE3aHE Ca
npuiarohaBambeM Mepa 3alUTUTe 3JpaBjba U 0e30efHOCTH Ha pajly MNOCEOHUM
3/IpaBCTBEHUM IOTpedaMa 3arociIeHUX, OJHOCHO ca MpaBOM MOCIOJAaBallaHa MMOBHUHY,
360r wera ce OCHOBE 3alITHTE 3/paB/ba M OE30CAHOCTH Ha pajy Hauase y eTHIN.
ETtnuapu ,,orpanndaBajy* o0aBe3y MocjoJlaBlia Ha 3alITUTY 3/paBjba U 0e30€IHOCTH Ha
palry MpaBOM paJHMKa Ha cio00ay anu je ,,0mpaBaaBajy MpaBOM Ha OUyBambe MMOBHHE
MOCJI0/aBalia ¥ MpaBoM Ha OJ1arocTame CBUX 3allOCICHUX, I7Ie Ce cMaTpa J1a j€ YIpoKaBambe

3npaBiba U 0€30€IHOCTH paJHUKA TOTEHIIMjaIHA MPETHA M0 CMAmkEHe MPOAYKTHBHOCTH

2 3. Goldstein, R. Helmer, M. Fingerhut, , Mobilizing to protect workers health: The WHO Global Strategy
on Occupational Health and Safety,* Afr Newslett on Occup Health and Safety 11:2001, ctp. 56.
>3 T Haines, ,, Ethics in Occupational Health,* Can. Fam. Physician, Vol. 35, 1989, ctp. 2274.
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paJHUKa W TMOCJICIUYHO MPUX0Ja TOCIO0aBala, T¢ je 3allTUTa 3/paBjba U 0e30eIHOCTH
paJHIKA y HHTEPECY U PaiHHKa U MOCIoaBara. ~ 1[0CIoaaBIH, ca APyre CTpaHe, IpaBo
Ha c10004y pajHMKa MMOCMAaTpajy Kao 3HayajaH TPOIIAK M TMOTCHIHMjaJlaH MpoOJieM KOju
TpeGa OrpaHHYMTH U KOHTPOIMCATH. > JIolle 3IpaBCTBEHO CTAe 3alOCICHHX HoBehaBa
YUECTANIOCT OJICYCTBOBama ca paja 300r 0oJiecTH YyMME OTeKaBa OpraHU3aAIU]y pPagHOT
mpoueca, cMamyje NPOLYKTHBHOCT K moBeliaBa TpOIMIKOBE MOCIOAaBama. 0 3amTHTa
3paBJba M 0€30€THOCTH Ha pajy y HMHTEPECYy je 3alociIieHuX 300T OYyBama HHXOBOT
3IpaBJba W CIIpeuaBamba HErOBOT HapyllaBama JIOMMM yciioBuMma pana. Oobaesy
o0e30ehema 3apaBux U 0e30eTHUX yCIIOBa pajia UMajy U JAprKaBe, OJTHOCHO jaBHA BJIACT jep
Ce 3alThTa 37paBjba M 0e30€JHOCTH Ha pajy cMaTpa WHTETPATHHM JIEJIOM TOJUTHKE
jaBHOT 3,[[paBJ'ba.757 Jloka3zaHo je Ja mpeBeHIMja U KOHTpoa oapehenux 0oyecT, Kao IITo
je XUB, kapauoBackyjapHe OOJECTH, pa3IM4UTe BPCTE KaHIEpa 3axTeBajy ojapeheHe
mporpamMe 3a 3allTUTY 3/IpaBjba U 0€30€IHOCTH Ha pa)ly.758 [Toceban mpobGiiem 