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ITPABHU ACIHHEKT EAUTOBAIA T’EHOMA
Y XYMAHOJ MEJJULIUHU*

CA’>KETAK: TlepMaHEeHTHH pa3BOoj HOBHX TEXHOJOTHja Yy
obracT OMOMENUMIMHE W TEeHEeTHKe OTBapa OpojHa, 10 caja He-
pelieHa, NnpaBHa NuUTama. [lonasHa Te3a HCTPaXUBAMKA j€ KAKO
3aIITUTUTH NPABO NOjeMHIIA Jla Y)KUBA Yy MPEIHOCTUMA HAy4YHO-
-TEXHOJIOIIKOT pa3BOja, y3 MCTOBPEMEHO IOJCTUIIAE HAIpeTKa
y Haylli U TexHoJorujama. Ilocieamux roquHa akTyelnu30Balo ce
NHUTakE SAUTOBAKA TCHOMA Y XyMaHO] MEIULUHHI. YIIOTpe6OM HOp-
MaTUBHOT M KOMITapaTUBHOT METOJa, ayTop yKasyje Ha pa3lInduTa
JIETHCIIaTHBHA PEIICHA y MOCTYNKY €IUTOBAMbA JbYACKOT TCHOMA.
V3umajyhu y pasmarpame na He IMOCTOje jeIWHCTBEHA MpaBUiIa
KOjUIMa Ce peryiuile eANTOBamke FeHOMa, ayTop KOHCTATyje Ja je He-
OIXOZAHO IPABHO YPEAMUTH IMOCTYIAK €IUTOBaHa JbYJACKOT T€HOMA,
00e30euTH TPaHCHAPEHTHOCT HAyYHOT HCTPaKHWBAmba, OTHOCHO
ynotpely H0OMjeHNX pe3yiTara Ha OCHOBY CHPOBEICHHUX HCTPaXH-
Bama y Hay4HE CBpPXE, KA0 U 3aIUTHTY FeHETHYKHUX IOfaTaka 0coda
KOje Cy y4ecTBOBaJIC Y MOCTYIKY SUTOBAba TCHOMA.

Kwyune peuu: enutoBame reHoma; OMOMEINIINHA; TEHETHIKH
WH)XCHCPUHT; TIPABHE HMIUIAKAIIH]C

*Pan je npumsben 10. 3. 2020, a mpuxsaheH je 3a o6jasspuBame 26. 5. 2020. roaume.
Pan je nanucan y oxsupy IIporpama mucrpaxusama VMHCTUTYyTa APYLITBEHHUX HayKa 3a
2020. roquHy Koju moapkaBa MUHHCTapCTBO MPOCBETE, HAyKe U TEXHOIOIIKOT pa3Boja.
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YBOJAHA PABMATPAIbLA

KoHTHHYHMpaHu pa3Boj HOBUX TEXHOJOTHja y OONACTH OMOMEIHIIMHE M
TCHETHKE M3a3uBa OpOjHE OIpedyHe eTHukKe, (Guimo3odcke, COMMOINOIIKE, pe-
JUTHO3HE, a MPe CBUX MPaBHE TWJIEME, Y KOHTEKCTY 3alITHTE JbYICKUX IpaBa
on Moryhux 3moynorpeba. HoBe TexHonoruje Ha mojby OMOMERUITMHE, YIIp-
KOC TOME WLITO JIOHOCE MpOrpec 3a YOBEYAHCTBO, HOCE W ojipeleHe pusmKe.
[Mutame je na nu oTkpuha Ha MoJby OMONOTHjE, TEHETUKE U MEAMLIMHE Tpeda
KOPHCTUTH H Yy CBPXY MOOOJBIIAA JHYJCKOT KHBOTA, & HE CaMO y IIPEBCHTUB-
He U TepameyTcke cBpxe. [log mobospmameM ce monmpasymeBa yHampeleme
JBYJICKUX CIIOCOOHOCTH TCHETHYKOM WHTECPBEHIIUjOM, T€ CaMHUM THM 00e30e-
huBame AyKer W KBaJUTETHHUjET JbYICKOT BeKa y OMHOCY Ha mpeornalyjyha
cxBarawa.! KpyujaaHo je nutame kako hemo nmpaBHO perynucari HOBOHAcCTa-
ne curyanuje. OBo ce, TIpe cBera, OJHOCH Ha yIoTpeOy HaHOTEXHOJIOTHje, aln
U e[JUTOBAE JbYJCKOI TCHOMA,” Tj. HHTEPBEHIIH]E KOja y3POKYyje U3MEHY I'€HO-
Ma Oyayhux mokosema.’

OBe W ciIMYHE TeHETHYKe MOAM(UKAIMje MOIe OU TpPEeACTaBhaTH
OCHOB 32 CEJCKIHNjy KeJheHHX ocobmHa Oymyher moromcTra. [IpBobuTHO OH
ce BEpOBATHO CHPOBOJAMIIEC TeHETHUKe MoauGHUKanuje Koje 6u nmane 3a b
eTMMUHHUCAake 030MJBbHIX OOJIECTH U CTama, JIOK OU ce Yy HeKoj HapenHoj (a3u
MPUCTYIIIO MOIU(HUKALIUJU SCTETCKU TOKEJPHUX OCOOMHA, IMpeMa JUIHUM
aduHuTeTHMA (HIIP. Oa0bup moJsia JeTeTa, oapeleHa 6oja ouwjy, Koce, UHTeE-
JUTCHIINja, BUCHHA JeTeTa U ¢i1.). OHO mTO HaM HEJBOCMHUCICHO HMILTHIIpA
Ha Behy pacmpocTpameHOCT TeHeTHIKe Moaudukanuje y omuckoj OyaxyhHoctu
jecy W aKTyeJIHH TPEHIOBU y €CTETCKOj XUPYPrHjHU LIMPOM CBETA, KOjU HAKO
HUCY HCOIXOJHH, 3alpaBO Cy OApa3 JOMHHAHTHE MOTPOIIAYKE MCUXOJIOTHU-
je.* Crora ce orTBapa MUTame HA KOjH HAYMH 3AIITHTUTH IPABO MOjeIUHIA
Jla Y)KUBa y TPETHOCTUMA U OarogeTrMa HayYHO-TEXHOJIOIIKOT HalpeTKa H,

' Mutposuh, B. (2010). AprymeHTy 3a u OpOTHB ,,T000JbIIAMKA” JBYACKHX Onha reHer-
ckom unTepBeHiujoM. Coyuonozuja LII (1), 78.

2 T'eHOM TIpe/ICTaBIba CKYIl CBUX HACIEAHMX OCOOMHA YOBeKa Koje cy xomupane y JJHK, u
CacToju Ce M3 IeHa KOjU Cy OJTrOBOPHHU 3a HOPMaJHO (DYyHKIMOHMCame cBake henmuje y Tenmy 4o-
Beka. Y 4oBekoBOM opranusmy noctoju m3melhy 50.000 u 100.000 rena, mely xojuma, oxo 5.000
reHa HocH HacienHo obosseme. Taylor, A. L. (1999). Globalization and Biotechnology: UNESCO
and an International Strategy to Advance Human Rights and Public Health. American Journal
of Law and Medicine 25(4), 3. Y nomaheMm 3aKOHOIABCTBY, TCHOM je Ie(HHUCAH KA0 LEIOKYITHA
Konu4rHa je3okcupudonykienncke kucennne (JJHK) y henuju, xoja je cagpxana y jeapy u mMu-
ToXOHJpHjama fienuja. 3akoH 0 OMOMEIMIMHCKHU TOTIOMOTHYTO] OIuionmbu, Cayocoenu ZnacHux
PC, 6p. 40/2017. 1 113/2017, un. 3, ct. 1, T. 8.

3 ‘Bbykanosuh, A. (2016). 3amTuTa JHYACKHX NpaBa U HOBe TaxHojoruje. Caspemenu me-
hynapoonu exonomcku u iipasnu iopedax. beorpan: HCTUTYT 3a Mel)yHapOAHY MOJUTHKY U IIPHU-
Bpeny, 279.

4 Ibid., 291.
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HCTOBpPEMEHO, OMOTYHHTH MpaBO Ha ci000y HaydyHOT UCTpaxuBamba. C TUM
y BE3H, MPEIMET pajia je pasMaTpame MPaBHOT MOJIOKaja JbyIH Kao cydjeka-
Ta TEHETUYKHUX HCTPAXKHUBAKA, IPE CBEra CIUTOBAkha FCHOMA, aHAIU3UPAKHEM
YCBOjEHHX TpaBHja Ha MeljyHapOJHOM, PErMOHAIHOM M HAIMOHAIHOM HH-
BOy. Y HacTaBKy pajma aytop he ykas3aTd Jga MpaBHO HHUCY carjieJlaHe CBeE
MOryhHOCTH M TOCIICIUIIEe KOje JOHOCH Pa3BOj HayKe U TEXHOJOTHjE HA MOJbY
MeIUIHE, TEHETUKE U Orooruje.’

HNOCTYIIAK EJMUTOBAIBA TEHOMA

INonasna Te3a je ma o 3alITUTa JBYACKHX IpaBa Tpeba Aa CIyXH Kao
OTpaHUuCH-E, OTHOCHO YCIOpaBamke HAyuHOT Mporpeca, Ui Tpeda MoaCcTUIa-
TH W TIPOMOBHMCATH HAIpelaK y HAaylH W TEXHOJIOrHjaMa. YIpaBo €AUTOBAHE
JbYACKOT T€HOMA cIaja y ropyha murtama y KOHTEKCTY 3alITHTE JbYACKHX
IpaBa, a y CBETIy HOBHX TEXHOIOTHja. EnuToBame reHoMa MpEeTHOCTaBIba
nmusbaHy usMeny oxapehene cexBenne JIHK y xuBoj henmmju. [leo reHeTndxor
Mareprjana ucera ce Ha TayHo Ne(UHHCAHOM MECTY, Ha MPUMEp T'eHeTHIKa
Majdopainuja, koja he BpeMeHOM MTPOy3pOKOBaTH HacTaHaK Heke Oonectu. [lo-
CIIEAUX TOIMHA TOCTYIAaK €ANTOBama TeHOMa pealu3yje ce IyTeM METOIe
Crispr/Cas 9°, xoja je BpJIO TpeIM3Ha, JIaka 3a yrnorpedy, a yjenHo u jedru-
Ha. CIOMEHYTa TEXHOJOTHja SUTOBakA JbYICKOT TeHOMA HE YIIOTpedbaBa ce
camo y nuipy moOujama ,,MonupukoBaHux 06eba”, Beh ce KopucTu u y ucrpa-
KUBamUMa eMOpHOHA Yy paHoj (a3u, 0 4eMy ce He 3Ha MHOTO.’

Iloctymak enuroBama JbYACKOI reHOMa Moryhe je crpoBecTH Ha JBa
HauMHAa — COMATCKOM MOAM(MUKAIMjOM U MOAM(DUKAIINjOM T€HCKOM Tepamnu-
JOM, KoOja JTOBOIU A0 MPOMEHE T'€HETHYKEe CTPYKTYpe TepMHHAIHMUX JIMHHUja
(HacnmemHOT MaTepHWjaia y jajHUM henwjama MU CepMH, ¢ 003UPOM Ha TO
Jla je Tmocpeau M3MEHa TeHEeTHYKE OCHOBE MOJHMX henmuja koja ce MpeHOoCH
Ha notoMke). Comarcka reHcka tepamnuja (somatic cell gene therapy) jecte
mporeaypa yBohema reHa WM CerMeHTa TeHa y Crenu(uIHa TKUBA U OpTraHe

5 CoBwsb, P, CrojkoBuh 3naranosuh, C. H. (2019). IIpaBHO peryimucame Hay4HO-TEXHO-
nomkux otkpuha y memuunun. Hayka 6e3 Zpanuya Il KocoBcka MutpoBuna: YHUBEP3UTET y
[Ipumruan, 326.

¢ CRISPR/CAS 9 — Clustered regularly interspaced short palindromic repeats, ogHOCHO,
rpynucaHa Kparka MaauHIpOMCKa MOHABJbabha Ha jeIHAKUM PACTOjabuMa je METOAa HAacTaja To-
koM 2012. roguHe u Ha3BaHAa je 110 NPOTEHHY Koju ce KopucTtH 3a ucenamwe JJHK nanna. Bume o
tome Bugetu: Rodriguez, E. (2016). Ethical Issues in Genome Editing using Crispr/Cas9 System.
Journal of Clinical Research & Bioethics, 7(2), 1.

7 Kane, E. M. (2017). Human Genome Editing: An Evolving Regulatory Climate.
Forthcoming in Jurimetrics 57 (3), Penn State Law Research Paper, No. 15, 1-23.
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KOJI YOBEKa, eIIMMHUHUIIYhH pernpoayKTHBHE henuje, y Mniby Jedemha aKyTHOT
crama win Ooject. OBOM METOIIOM CE€ HE MEHha T'CHETHYKH cacTtaB Oyy-
he renepauuje, Oyayhu na ce oHa OIHOCH camMO Ha MalUjeHTa HaJ KOjUM ce
cnpoBonu. Teopujcku mocMmaTpaHo, 0OBa METOZA €€, OCHM CIIpedyaBama TPaH-
cthepa HacieqHUX OONECTH, MOXKE KOPUCTHTH U 34 ,,T000JbIIAKE” T0jeAMHUX
ocobuna moromaka.® C apyre crpaHe, repMUHAIHA MOAM(DHUKALN]A, OJHOCHO
yBoheme TeHa y TepMHHAIIHE JIMHHU]je, pe3yiTtupahe HacleqHHM IpOMEeHaMa
koje he ce nmpenern Ha Oymyhe moromctBO (germ line gene therapy). Untep-
BEHIIMja TeHa y coMarcke hemuje Ko cOMaTcKe FeHCKE Teparrje moJapasyMeBa
MaHUMYJIAUjy onpeheHrM opraHom, 3a pa3jiMKy OJf MHTEPBEHIIMje Ha TepMHU-
HAJIHUM JIMHHjaMa, YHje Cy MOCISIUIIC HECATJICANBE, jep MOT'Y H3MCHUTH IEITy
JEMUHKY, alli U BeHO MOTOMCTBO.” [€HCKa Tepanuja Koja JOBOAU 10 IPOMEHE
TeHETHYKE CTPYKTYpe TePMHUHATHUX JTUHMja MOTJIa OM OUTH ycMepeHa Ka eJv-
MUHHUCaky T€Ha KOju HOoce onpeheHy HaclenHy MaTonorujy, OWIo jeHOT WiTH
oba pomuTesha, W CYICTUTYHCAHA 30paBUM I'eHUMA. Y HABEICHO] CUTyallUju
CIPOBOMIU C€ MOCTYIAK TeHETHIKES MaHUMYIAIHje TaMeTHMa (3PETHM TIOJTHUM
henujama) y nuiby crnpedaBama TpaHchepa 000JbeHa Ha JeTe, Ka0 M Ha He-
rOBE MMOTOMKE. Y CYIITHHU, TOMONY OBE TEXHUKE MOryhe je CTBOPHTH KUBOT
,,[IPOTPaMUPAHOT TPAHCTEHOT YOBEKa™, YaK M Tpe eMOpHoHaNHe (aze, Tj. of
MomenTa 3adcha.! C TuM y Be3H, eIUTOBAE T€HOMA MOKE OWTH jEJUHU Ha-
YHH JICUCHha TCHETUYKH IPEIUCIIOHUpaHuX OonecTH. BepoBaTHoha mpumene
y npakcu Owmiia Ou maia, ¢ 003upoM Ha To Ja Ou y BehuHM citydajeBa IpenM-
IUTAHTAIIMOHA CeJeKInja Ouna amexBarHuja anrepuatusa.!! Ha kpajy, ocraje
OTBOPEHO IMHUTAE IPUCTAHKA TOTOMaKa Ha TCHETHYKY WHTEPBCHIIN]Y, IMajyhu
y BHJy Ja caJallmha TeHepalrja omiydyje 3a Oymyhe reneparuje, mpuMopa-
Bajyhu UX Ha aKTyeslHe BPEIHOCTH, KOj€ C€ TOKOM BPEMEHA MOT'Y IIPOMCHHTH.

Jdo cana je y4dMmeH BENUKU IIOMaK y WUCIPaBJbalby T'€HA COMATCKHUX
henuja y TepaneyTcke cBpxe. 3HaTHO Behu mpoOieM, moceOHO ca eTHYKOT CTa-
HOBWIINITA, W3a3UBa €IMTOBAKHEC TEHOMAa Ha PENpOAyKTUBHUM henujama (germ
line cells), c 003upoM Ja cy y muTamy MPOMEHE KOje ce mpeHoce Ha cieachy
TeHepanujy. YIpKOC TOME IITO je MOCTUTHYT W3BECTaH HaIlpeIak, Tocaaailmba
UCTpaXKUBamkba yKasyjy na 3acaj Huje 0e30eTHO TOMEHYTYy METOAY KOPHUCTH-
TH Ha penponyKTUBHUM henujama. Tpeba uctahm 1a KOJUKO roj je TEXHUKA

8 Greely, H. T. (1998). Legal, Ethical and Social Issues in Human Genome Research.
Annual Review of Anthropology, Vol. 27, 487.

° Bykanosuh, A. (2015). Espoiicku ciianoapou y obnacitu buomeduyune — ipago Ha uH-
wiecpuitieii tuyHociuu. beorpan: IlpaBHu dakynrer Yuusepsurera y beorpany (moxropcka au-
cepranuja), 283.

10 Campiglio, C. (2004). Human Genetics, Reproductive Technology and Fundamental
Rights. The Italian Yearbook of International Law, Vol. 14, 96.

" Bykanosuh, A. (2015). 284.
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enuTOBarha FeHOMA TIPEIH3Ha, MOTyha Cy He)KeJbeHa U HeTPEeIBUINBA 1€jCTBa,
¢ 003UpOM Ja je M3MEHCHUM I'eHHMMa Moryhe mpeHeTH MyTanuje Ha Oyayhe
resepanuje. Y mpujior ToMe HAaBOJUMO CJIy4aj KOjU je M3a3Bao MaxKmby CBET-
cke jaBHocTH TokoM 2018. romuHe. Hanme, kuHeckn HaydyHHK Xe JaHKyH je
y TajHOCTH U 0e3 cTBapHe MoTpede 3a JieuewmeM onapeheHe 0oJecTH, CrpoBeo
eIUTOBaEkEC T€HOMAa, Te Cy poheHe mpBe Ocbe ca MoaAM(pUKOBAaHHM TCHHMA,
KOJl KOjUX je MU3MEHEH MPOTeHH — pelenTop koju omoryhasa Bupycy HIV na
undunupa mumdormre.'? [lomenytu qorahaj oTBOpHo je OpojHa MpaBHA MHTa-
Ba: Ha KOJH HAYMH PETYINCATH TOMEHYTH MOCTYIIAaK, OCHUBAEmE PETHCTpa 3a
UCTpakKHBamke ypehuBama JbYICKOT TeHOMa, Kako 00e30eIuTH TpaHCIa-
PEHTHOCT MCTpPaXKMBama, ajld U OATOBOPHOCT y KOHTEKCTY Jla MCTpakKUBamba
UCIIyHhaBajy CTaHAap/e HayKe U eTHKe?

IIpaBHe nuieme ofHOCE ce, MPEe CBEra, Ha 3aKOHCKM OKBHMpP U peryina-
TUBY, KOja C€ UMIUIEMEHTHpa C LIMJbEM KOHTpOJHUCama yrnoTpede jenHe HOBe
TEXHOJIOTHj€, KAKBO je enuToBame reHoma.'’ IojenuHn aytopu cmarpajy jaa
CBAaKO €INTOBAbC JbYIACKOT TeHOMA HE Tpeba Ja MMa HCTY NPaBHY CYIOWHY.
Hanme, HeraTwBHE reHeTHYKe WHTEPBEHIMjE, OJIHOCHO HMHTEPBEHIIHMjE KOje
nMajy 3a IUJb CIpeyaBame MPEeHoCca HACICAHUX OOJIECTH Ha MOTOMKE, BaJbajio
Ou momycTuTH, JOK OM ce mpaBHa 3a0paHa €IUTOBama I'eéHOMa OAHOCHIIA Ha
MMO3UTHUBHE MHTEPBEHIIM]je, KOjuMa OU ce To0oJblIaNe MojequHe KapakTepuCTH-
K€ M CIIOCOOHOCTH Jbyu. '

IMPABHHU JOMAIIIAJ IPUMEHE
EAUTOBAIBA JbYACKOI' TEHOMA

Kana je mocpenn mpuMeHa IOCTYIKa €IUTOBamba JbYACKOT I'€HOMA, Y
Teopuju TpeoBialyjy 1Ba, IHjaMETpallHO CYNpOTHA cTaHoBUIITA. [IpBO je
PECTPUKTHBHO CTAHOBHIITE IpeMa KOjeM je MPBEHCTBEHO MOTPEOHO OuyBaTH
JbYIICKY BPCTY Ka0 TaKBY, T€ CXOIHO TOME TTOOOPHHUIM OBOT CXBATamba IPOTHBE
Ce CBaKOM BHJly 'EHETHYKE MHTepBeHIMje Ha 4oBeky. C mpyre crpaHe, 3aro-
BOPHHUIH JINOEPATHOT CTAHOBHIITA MCTHYY CI00O0AY HAyYHOT HCTPaKHBamba
Kao0 MPHMapHO, y3 MOIITOBAKE MPaBa HHTEICKTYaIHEe CBOjUHE, JIUICHIIHPAHE

12 Kanuuuh, J. (2019). Kaxo pedyucaitiv eouitiosarve JJHK myou, 1. Ipeysero 5. 2. 2020.
ca https://ba.voanews.com/a/kako-regulisati-editovanje-dnk-ljudi/4866197.html

13 Myjosuh 3opruh, X. (2007). M3a308i OHOMEeIMUMHE: KIOHUPAE W LITA TO 3HAYM 3a
narujeHToBa npasa. [lowepamo panuye (yp. M. Pamesuh u 3. Mpmesuh), beorpan: Unctutyt
JPYIITBEHUX HayKa, 43.

4 Knaju Taruh, B. (2012). Eimiuuku u ipasnu iionoscaj nvyou kao cybjexaimiia ouomeouyun-
CKUX UCTApAXCU8ara u KiuHuukux oZneda. beorpaa: MHCTUTYT ApyIITBEeHNX HayKa, 45.
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TeHEeTHYKUX ITIPOHANa3aKa, MPHUHITUIIA CIOOOXHOT TPKUINTA, MPaBO Ha camo-
onpeheme. Y TOM KOHTEKCTY TOAPKaBajy IMOCTYIAaK €AWTOBama TeHOMa Kao
WHOBATHBHY TEXHOJOIHjy KOja ce KOpPUCTH y Tepameytcke cpxe.'> Tume je
MOCTYIAK CIUTOBalka FeHOMa TO0OMO M HECYMIbHBY IMPAaBHY IHMEH3HjY, KOja
je Ouna y CeHIM eTHYKHX, (PHI030(CKUX, COUONOIIKAX H PEIUTHOZHUX TOU-
Marba. JloMalaj mpaBHe peryiaThBe Orvie[ia ce He CaMO Y TOME IITO OM CBAaKOM
nojenuHIly Ouiia mpyskeHa MpaBHa 3alITUTa, Beh Ou ce Tume mosehao Opoj
Mepa yCMEPEHHX Ha 3alITUTY JbYJICKE BPCTE YOIIIITE. '

Ha mehynaponsom HuBOY, Mel)y MPBHM JOKYMEHTHMAa YrOBOPHOT Ka-
pakTepa KojuMa je PerylncaHo NHUTamke TeHeTHUKUX HWHTEPBEHIHWja, M3Mehy
OCTaJIOT U CIUTOBAKmE TeHoMa, jecTe KOHBEHIM]ja O 3aIITUTH JbYACKUX IpaBa
W JIOCTOjaHCTBA JpyJAcKor Ouha y morieny mpuMeHe OHOJOTHje U MEIHIIMHE,
no3Haruja u kao Konsenmuja u3 OBujena, ycojena 1996, a ctynua je Ha cHa-
ry 1. menemopa 1999. ronune. /IpxaBe nornucHuie KoHBeHIIHjEe O JbYACKUM
MpaBUMa U OMOMEIUIIMHU carliacuiie Cy ce Jia je MOTpeOHO 3alTHTH JbyICKa
npaBa, OCHOBHE Ci1000jIe, JOCTOJaHCTBO M UACHTHTET Jhyackor Ouha.'” Kow-
BEHIIMja MONYIITa MHpeAy3UMame HWHTEPBEHIMja YCMEPEHHUX Ka HW3MEHama
JbYACKOT TCHOMa CaMO y TIPEBEHTUBHE, AMjarHOCTHYKE WM TEPAINEYTCKE CBP-
X€, U caMO YKOJHKO Wb HHje YBOherme OMIo KakBUX M3MEHA y TeHOMY OHIIO
KOjer MOTOMKa. Y HacTaBKy, KoHBeHIIjoM je 3a0pameHo kopHuIIheme MoCTyI-
Ka OMOMEIUIMHCKM MOTHOMOTHYTOT 3aucha y cBpxy u3bopa mona Oymyher
JIeTeTa, OCUM YKOJHMKO C€ THME HACTOjJH CIIPEYUTH NPEHOLICHEe 030MJbHE Ha-
clieHe OosIeCcTH Be3aHe 3a moiL.'®

Konmuko rom OWo mporpecrMBaH Hampeaak Hayke, MOCEOHO Yy JOMEHY
Mo3HaBamba IreHoMa M WHTEPBEHIMjE WCTHM, UCTOBPEMEHO H3a3uBa OpOjHE
CTpaxoBe O] MOTCHIMjalHe 3yoynorpede. Mako pa3Boj Hayke y OBOj OOJaCTH
MO€ JIONPUHETH CBEOIIITOj KOPUCTU 33 YOBCYAHCTBO, -ETOBA 3JI0YIOTpeda
MOXE YTpO3UTH HE caMo IOjeAHHIla, Beh W YnTaBy JBYIACKY BpcTy. Kpajmu
nnss uinana 13 KoHBeHIWje jecte 3a0paHa HaMepHE, OAHOCHO, IUJbaHE MO-
MUuduKanuje JbyACKOT FCHOMAa Ha HAYWH KOJHM CE KPCHPA]y IIOjeIUHIIN FITH
rpyne Jbyad, KOju cy oOJapeHu MmoceOHUM oleliexjuMa U MOoCeOHUM KBallu-
TETHMa, OCUM MHTEPBEHIIHM]¢ YCMEPCHE Ka H3MEeHaMa JbYACKOT TeHOMa, Koje ce

15 Bykanosuh, A. (2015). Espoiicku ciiandapou y obracitiu Guomeduyune — ipaso Ha uH-
wmezpuinieini auunociuu. beorpan: IlpaBan dakynrer Yausepsurera y beorpany (moxropcka Ju-
cepranuja), 283.

1 Typunnosuh, @. (2002). Kousenuuja u3 OBujena — eBpoICKa moBesba 0 Ouoeruiy. Me-
hynapoonu dpoonemu, 54 (1-2), 155.

7 Ibid., 147.

18 3akon 0 morBphuBamy KoHBeHIIMje 0 3alITUTH JbYICKHX TIPaBa U TOCTOjaHCTBA JBYICKOT
6uha y norneny npumene 6uosnoruje 1 Meanipne: KoHBeHIM]a O JbYICKUM NpaBUMa U OHMOMeE/IH-
uunan. Cyoicoenu Znachux PC — Mehynapoonu yZosopu, 6p. 12/2010, 4. 13. u 14.
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MIpeAy3uMajy Y IPEBEHTUBHE, HjalrHOCTHIKE U TEPAIEYTCKE CBPXE, M YKOIMKO
UM IWJb HHje yBoleme M3MeHa y reHoMy OmiIo Kojer moroMka.'® CyInTHHCKH,
onpenda oBe KoHBeHIHMje naje mpuMar y 3alITHTH WHTETPUTETa JBYICKE Bp-
CTe Kao TaKBe, HACIIPaM 3AIITHTE HHTETPUTETA JIMYHOCTU. Y BpEeMe yCBajamba
KonBennuje, reHcka Tepamnuja coMarckuM hemujaMa join yBek je omina y ¢asu
HCTpaKuBama, Te cxonHo Excruranaroprom n3Berirajy Konsenuuje, moryhe jy
je copoBecTH noj yciaoBuMma npeasuhenum uinaHom 15 Konsenuuje o Ouome-
JUIUHK, KOjH CAJP>KU OIINTE MPABIIIO JIa Ce HAyYHA MCTPaXKMBama 00aBIbajy
coboIHO, Y3 ajieKBaTHO 06e30ehuBame 3amrute byackux ouha.”’ Konpenmuja
HE MCKJbY4yje MHTEPBEHIIM]jE HAJl COMATCKAM heimjaMa, Koje OM MOoTiie UMaTH
HEeXeJbeHEe HycIlojaBe Ha pernponykTuBHUM henujama. To Moxe OuTH Ciyuaj,
Ha IpuMep, y TPUMEHH JIeueha oapel)eHnx KaHiepa pagrnoTepanijoM Wik Xe-
MHOTEPAITHjOM, KOjU MOTY YTHIIATH Ha PENPOIYKTHBHU CHUCTEM 0OCO0E Koja je
MOJIBPrHyTa TpeTMaHy.”' MHTepBeHIije KojuMa ce YHOCE IPOMEHE Ha JbYICKOM
TeHOMY IIOTOMaKa H3pUYUTO Cy 3a0pameHe. To HaM HeJBOCMUCIICHO yKa3yje na
HHUCY J03BOJbCHE TEHETHUKE MOAM(DUKAIIMje CIIepMaTO30MIa Wik jajHux henu-
ja HaMEHCHUX 32 OIUIoNY. Hacympor Tome, MEIHIMHCKA UCTPAKUBAKA KOja
Cy yCMepeHa Ha MCTPaXKMBAEe TEHETUYKUX MOAU(HKALUja Ha CIIEPMATO30HU Iy
WM jajHO] henuju, a Koju HUCY HAMEHCHU Y PENPOLyKTHBHE CBPXE, IOMYyIITEHA
Cy caMO YKOJIUKO ce TIpey3UMajy in Vitro, y3 MPETXOIHO JOOUjeHy cariacHOCT
ozroBapajyher perysaTopHoOr Tejia Wik CTHYKOT 0100pa.?

VHHBep3aJHa JeKiapalnuja O JbYICKOM TeHOMY M JbYJACKHM IpaBH-
Ma 3ay3uma JHOepallHUju CTaB, NMpeMa KOjeM Ce UCTPaKHUBAKE, JICUCHE HITU
JMjarHO3a KOjU YTHYy Ha T€HOM HEKOT JIMIA, MOTY IMPEAy3eTH CaMO HAKOH
MIPETXOIHO CIPOBEICHE PUTOPO3HE IMPOICHE PH3MKAa M KOPHUCTH, H Y CKIaxy
ca ycioBuMa mpensuheHuM jJoMahuM mpaBoM. Y TOM Ciy4ajy, HEOITXOIHO je
MprOaBUTH NPETXOJHY CaIrIaCHOCT ocobe (informed consent) koja ce mojBpra-
Ba TpeTMaHy reHeTnuke mMoaudukaije.”> To HaM HEJBOCMHCIICHO yKa3yje Ja
VYHeckoBa YHUBep3aiIHa ACKIapalyja o0 JbyACKOM T'eHOMY U JbYACKHM MpaBuMa

19 Explanatory Report to the Convention for the protection of Human Rights and Dignity
of the Human Being with regard to the Application of Biology and Medicine: Convention of
Human Rights and Biomdicine (1997). Oviedo: Council of Europe, European Treaty Series —
No. 164, article 89.

20 Convention for the protection of Human Rights and Dignity of the Human Being with
regard to the Application of Biology and Medicine: Convention of Human Rights and Biomdicine
(1997). Council of Europe, Details of Treaty No. 164, Article 15.

2! Explanatory Report to the Convention for the protection of Human Rights and Dignity of
the Human Being with regard to the Application of Biology and Medicine: Convention of Human
Rights and Biomedicine (1997). Article 92.

22 [bid., Article 91.

2 The Universal Declaration on the Human Genome and Human Rights, UNESCO 1997,
Article 5 (a, b).
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He 3a0pamyje TeHCKY Tepallijy Ha penponyKTHBHUM henujama, Beh 3a0pamy-
je Tpakce Koje Cy CyNMpOTHE JbYJICKOM JocTojancTBy. Cio0o/a HCTpaKuBama,
moTpeOHa 3a HalpeIak 3Hama je 1eo c1odone MUNUbemka. [Ipiuvena pesyiarara
UCTpaKHMBamba KOjH CE ONHOCH HA JBYICKH T'€HOM, YKJbYdyjyhu mpuMeHe pe-
3yjTaTa y OMOJIOTHjU, MEIUIIMHN M TeHETHIH, HacTojahe ma yOmaxe matmy u
no00JbILajy 3paBibe MOjeUHIIA 1 YOBEYAHCTBA y LETHHH. >

[Murame exuTOBaa reHOMa y NMPEBEHTUBHE, JUjarHOCTHYKE WM Tepa-
MEeyTCKe CBpXE HHUje MOAPOOHMjE PerylMcaHo Ha MpaBHO oOaBesyjyhu HauyuH
Ha HuBOy CaBeta EBpone. Ha oBom MecTy Baspano 6u cnomenytu IIpenopyky
0 3aIITHTH JbyAcKor TeHoma u3 2001. ronuHe, y K0joj ce IpskaBe YIaHHUIE T0-
3MBajy Ja MOTHHILY, paTuuKyjy u npumemnyjy Konsennujy n3 OBujena, kao
W J1a IPOMEHE OCHOBE MaTeHTHOI MPaBa y Be3M ca CBOJUHOM Ha JbYACKUM TKHU-
BHMa M T€HHMa KOjH MPHIIAAa]y 3ajeIHIHYKOj OamTrHu YoBedancTsa.” Taxole,
Ip)KaBe WIAHUIIE € MO3MBAjy Ja YCIIOCTaBe HAI[MOHAIHHU OpraH 3aJyKeH 3a
MOHHUTOPHHT, HH(POPMHUCAHE U CABETOBAE O CarIACHOCTH HCTPaKUBAKA O
JbYACKOM T€HOMY Ca YHHBEP3QJIHO MPU3HATUM CTHIKUM HPUHIHITAMA TIOIITO-
Barba )KUBOTA, HHTETPUTETA U JbYJCKOT TUTHUTETA.>

Hu y nmomaheM mpaBHOM MOpETKY, MOCTYHAaK €IUTOBaMka I'CHOMA HUjC
NpaBHO peryiucaH. JeanHo 3akoH 0 OMOMEIMIIMHCKH MOTIOMOTHYTO] OILIOJ-
U TIPOMNuUcyje 3a0paHy ofpeheHNX aKTUBHOCTH Y HOCTYIKY OMOMEIUIIMHCKOT
3aueha, momyT 3a0paHe cTamama JbYACKUX raMeTa ca APyruM *KUBUM henujama
KOje HHCY JbYJICKOT TIOpEeKJa, Kao U 3a0dpaHa omiojme jajHe henuje usdbopom
ceMeHuX henuja koje cy moceOHO n3abpaHe Kako Ou ce poauiio fete oapehenor
noja.”” Tume je 3aKOHOZABAIl U3PHUUTO 3a0paHMO TeHETHYKE MOAM(HKAIHje
KoOje ce oJHOoCce Ha n300p Iojia JieTeTa, OCUM YKOJIMKO Ce Ha Taj HaYMH clipeda-
Ba HACTaHAK TEIIKe HAcJeIHe OOJIECTH Koja je y Be3H ca moyioM jaerera. Crora
je, de lege ferenda, xaxo y nomahem, Tako 1 y KOMyHHUTapHOM TIpaBy, TOTPEOHO
MOITyHUTH 1OocTojehe mpaBHe Mpa3HUHE M HAa CBEOOyXBaTaH HAYMH PETryIUCaTH
MUTAkbE SIUTOBAKbA FEHOMA, KAa0 M KOpUIINehe FeHeTHUKUX MojiaTaKa.?

2 Kiaju Taruh, B. (2012). Emuuku u iipasnu lonodicaj wyou kao cyojexaitia Guomeouyu-
CKUX uctlipadicusarsa u Kaunuukux ozieoa. beorpan: MHCTUTYT IpyIUTBEHUX HayKa, 40.

% Bykanosuh, A. (2015). Eepoiicku ciianoapou y obaacitiu duomeouyune — apaso Ha u-
wmezpuinieini auunociuu. beorpan: IlpaBun dakynrer Yausepsurtera y beorpany (moxropcka Ju-
cepranuja), 285.

% Recommendation 1512 (2001). Protection of the human genome by the Council of
Europe, Article 11.1.

27 3aKOH 0 OMOMEIMIIMHCKH TTOTIIOMOTHYTO] oruioatbu, Cryoicoenu Znacnux PC, 6p. 40/2017.
u 113/2017, un. 49, cr. 1, . 15. u 16.

2 Crojkosuh 3nmaranosuh, C. H. (2019). I'eneitivuxu u Opycu 30pascitieenu 0CHO8U Ouc-
KpumuHnayuje Ha pady. beorpan: UHcTuTyT ApymTBeHnx Hayka, 150.
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YINOPEJHOIIPABHA PEIHIEA EJJUTOBAIBA TEHOMA

Ha ocHoBy ynopemgHompaBHE aHaJH3¢ KOHCTATOBAHO j€ J1a TIOCTOjU CBE-
ra HEKOJIMKO 3eMajba Y CBETY KOje MMajy YCBOjeHEe HOPMATHUBHE aKTe, KOjU Ce
OITHOCE Ha MCTPaKUBAKHE W MOAU(HKAIHN]Y JbYACKOT TeHoMa. Yak M y OHUM
JpXkaBaMa y KOjuMa je TIOMEHYTH MOCTYIaK JOMYIITEH, MPOLeaype 3a 100uja-
Be JT03BOJIE Cy BpiIo puroposzne. Mely 3emspama y Kojuma je mpaBHO ypeleH
nocrynak enutoBama reHoma cy: CAJl, Kananma, Yjemumeno KpasbeBcTBo,
Opaniycka, Xonanauja, benruja, Hemauka, Mekcuko, bpasun, Uuauja, Kuna,
Jaman, Jyxna Kopeja, Cunranyp u Aycrpanuja. ¥ CAJIl-y u YjeaumeHOM
KpasseBcTBY equToBame reHoMa je JJ03BOJbEHO y ofjpe)eHuM ciyyajeBuma, y3
NprOaBIbEHY JI03BOJIY HAJJICKHUX JPKABHHUX arcHIja. Y MEKCHKY je Tako-
he momyiTeHO enUMTOBaEC TEHOMA HA HAIMOHAIHOM HHUBOY, ajlH j¢ Yy IUIaHy
MOOIITPaBake yCIoBa 3a 100Hjamke 03BoJE 3a cipoBolewme mocrymka.” ¥V
VYjenumenom KpaspeBCTBY HENABHO je MOCTYIIKOM €IUTOBama T'eéHOMa OMO-
ryheHo cTBapame eMOpHOHA y3 MOMON I'eHeTHYKOr Marepujana TpU ocobe, C
OUJbEM U30eraBama MPEHOIICHha TEHETHYKOT 000JbeHha Ha IIOTOMCTBO (MHUTO-
xoHipHujcke Oonectn). Tako je Yjenumeno KpasbeBcTBO TocTana npBa U 3acaj
jeIMHa 3eMJba Y CBETY y KO0joj je momymteHo pahame 6eba ca Tpu poaute-
ba.}? Meljytum, Behuna 3emaspa mIMPOM CBEeTa IMpaBHO He ypelyje mocTymak
eIUTOBamha T'eHOMA, IITO HEIBOCMHCICHO yKa3yje na Huje Moryhe Hekora
CAHKIIMOHHUCATH YKOJIIMKO OW CIIPOBEO TOCTYNAaK y TajHOCTH, HUTH TOCTOjH
HOPMATHBHU OKBHP KOjUM OU C€ Peryiucao MmocTylak eAuTOBamba FeHOMA, TE
omabup Marepujaja, YKOIUKO OM OMIIO JOMYIITEHO SAUTOBAHE JbYICKOT TEHO-
ma. [ToBogoM HaBelEHOT Cilydaja KHHECKOT HaydHHKa pearoBana je CBeTcka
3[IpaBCTBCHA OpraHM3allMja, KOja je HajaBHia yCBajame CMEPHUIIA 38 UCTPAKU-
Barka KOja ce OHOCE Ha €ANTOBAILE JHYACKOT TEHOMA.

VY melyBpeMeHy, MHOTOOpOjHA HayYHA M €THYKA TEJIa IIUPOM CBETA MPHU-
CTyImjia Cy M3pajad IMPEropyKa 3a yCIOCTaBJbamhe aJeKBaTHOT HOPMATHBHOT
OKBUpa KOjuM ce ypelyje mocTynak equToBama I'€HOMa, OJHOCHO, T'€HETH-
YKe WHTCPBCHIIMjE Ha TCPMHUTHUBHUM JHHUjaMa y JbyAckuM Omhuma. Jo cama
cy mpenopyke oOjaBuwie Hamumonanna akenemuja nayka y CAJl, Haunmonan-
Ha akaaemuja menaunuHe, Haywuno caBeromaBHo Behe EBporcke akamgemuje.
W3mely ocraror, mpernopy4eHo je ja ce yBeae 3adpaHa yCrocTaBJbamba TPY/I-
Hohe ca JbYACKMM e€MOpPHOHMMA KOjH CY MPETXOIHO IOABPTHYTH MOCTYIIKY
enuToBarhba reHoma. CBakako, jefHa OJ Mpenopyka OZHOCH Ce Ha pa3BHja-
BbC KOHKPETHOI' HALIMOHAJIHOI CTaBa y JApiKaBaMa YjlaHulaMa O HpaKTI/I‘{HOj
MPUMEHN WHOBATUBHUX TCHETHYKUX TEXHOJOTHja, ITOCTABJbAIE TpPaHMIIA,

2 Kanunuh, J. (2019). Kako pedyaucainiu eduitiosare JHK myou. Ipeyseto 5. 2. 2020. ca
https://ba.voanews.com/a/kako-regulisati-editovanje-dnk-1judi/4866197.html, 2.

30 Gallagher, J. (2015). MPs say yes to three-person babies. 3. Ilpeysero 7. 2. 2020. ca
https://www.bbc.com/news/health-31069173
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MIPOMOBHCAE JOOPUX TPAKCH Y3, TIPE CBETA, YCIOCTaBIhAhE 3ajeTHIUKOT pe-
I'YJIaTOPHOT U MPaBHOT OKBHUpa.’!

HenemoOpa 2015. roqune onpkaH je MehyHapogHu caMUT O €UTOBabY
JbYACKOT T€HOMa, KOjH OKYIlJba WIAHOBE HAIMOHAIHUX HAyYHUX aKaJeMuja
CAl, Yjenumenor KpasbeBcTBa U KuHe, Koju cy ce carjacuiu Ja je Heol-
XOIHO HACTaBUTH KIMHUYKA HCTPa)XMBama y OKBUPY 3aKOHCKHX IPOMHUCa U
STHUYKUX CMEpHHUIIA, Kao U Ja OM ce CBaka M3MEHA raMeTOIMTa M eMOpHOHA,
Koja OWM MpOy3poKOBaia HaclenHe MPOMEHE KOA JbYAH, CMaTpaja HEOATOBOP-
HUM YHHOM. TOM IIPHIIMKOM je TIPEIIOKEHO J1a ce OcHyje MehyHaponau popym
quju 61 TONPHHOC OMO XapMOHU3AIH]ja IIPEAMETHE PEryJaTUBE y CBUM 3eMJba-
Ma. Ameprnukn HarmonanHu MHCTHTYT 3a 3apaBcTBo (US National Institute of
Health) u3nao je caommreme kojuM ce 3abpamyje PUHAHCHpakE UCTPAKUBA-
Ba Koja ce OJIHOCE Ha eUTOBamke Jbylckor reHoMa. C ipyre crpane, hedpyapa
2016. roguHe, OpUTAaHCKH HAYYHUIM CY JOOWIH TO3BOIIY OJ] CTPaHE HAI[MOHAJI-
HOT PETyJaTOpPHOT Tela, KOjOM UM je JOMYIITEHO Ja FEHEeTHYKU MOAUGDHUKY]Y
Jpyncke emOpuone kopuctehu Crispr/Cas9 u CIMYHE TEXHHKE, HCKIBYYHBO Y
HAyYHOMCTPAXKUBAYKE CBpXE.

3AK/bYYAK

EnuroBame reHoma cBakako oTBapa OpojHe HOBe MOTyhHOCTH TeHeTH-
YKOT MHXKEHkepHuHTra. HenaBHa HCKyCTBa JIEMOHCTpHpaa cy HaM Jia je Moryhe
U3JICUCHE 10 caja HEU3JICUHBHUX OOJECTH, MOIMYT PETKUX OONECTH, KapIUHO-
ma u HIV/AIDS. C nmpyre ctpaHe, oBakaB Iporpec y Haylnu oTBapa OpojHe
MpaBHE, €THYKE, PEITUTHO3HE U colroomnke auiaeme. CBe je M3paKCHHUjH ja3
n3mely TeXHHYKe W3BOAJBMBOCTH M €THYKE HMPUXBATJBHMBOCTH OMOMEIMIIMH-
CKUX OTKpHha, IIITO HEMUHOBHO M3MCKYje FHXOBO IIPAaBHO perynncame. C THM
y BE3H MIOCTaBJbaMO cliesiehe muTame: 1a JIH je CBE IITO je TEXHUYKH U3BOIJbH-
BO HCTOBPEMEHO IIPaBHO JIONYLITEHO M €THYKU onpasaaHo? HesaycTaBibuB
pa3Boj OMOMENWIIMHE W TEHETHKe OTBapa OpojHe MOTyhHOCTH 37oymoTpeba
TeHeTHYKHUX HCTPaXKMBama, M3Mely OCTajor M eAnNTOBama JbYACKOI T€HO-
Mma. Crora je HeOmXOAHO MPEIM3HO Ae(UHUCAmE U PEryINcame TeHeTHIKNX
UCTpaKHBambha, yCcJIOBa 3a CIPOBOlEHE MOCTYIKA EAUTOBAKkA JbYICKOT TEHOMA,
ynoTpeOy pe3yaTara FeHeTHUKUX UCTPaKuBamba y HayyHE CBPXE, KA0 U UyBa-
e ToJlaTaka O TEHETHYKOM CTaTycy oco0a Koje Cy y4ecTBOBAlIC Y MOCTYIIKY
e/ITOBama reHOMa, a CBe y IIMJby crpedyaBama Moryhux 3ioymnorpeoda.

31 Tamjanosuh, M. T. (2018). [Haiuienitina sawituitia maimiuunux heauja, beorpan: TpaBuu
(axynrer Yuusepsurera y beorpany (okTopcka qucepranuja), 46—47.

32 Rodriguez, E. (2016). Ethical Issues in Genome Editing using Crispr/Cas9 System.
Journal of Clinical Research & Bioethics, 7(2), 3.
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THE LEGAL ASPECT OF GENOME
EDITING IN HUMAN MEDICINE

Review Article

Ranko Sovilj, Ph.D.
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Summary

The continual development of new technologies in the field of biomedicine and
genetics raises numerous, as of yet unresolved, legal questions. The initial object of the
research is how to protect the individual’s right to enjoy the benefits of scientific and tech-
nological development, while encouraging progress in science and technology. In recent
years, the issue of genome editing in human medicine has emerged. Using the normative
and comparative methods, the author points out the different legislative solutions in the pro-
cess of editing the human genome. Taking into consideration that there are no uniform rules
governing genome editing, the author concludes that it is necessary to legally regulate the
process of editing the human genome; ensure the transparency of scientific research, as well
as the use of the results obtained during research carried out for scientific purposes; and
protect the genetic data of persons who participated in the genome editing process.
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