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JAp Panko COBUJ/b"

Jip Carba CTOJKOBU'R 3/IATAHOBUR ™

NMPABHE, COL4HJAJIHE U ETUYKE UMITJIMKALNJE
EANTOBAHbA XYMAHOI TEHOMA [TPUMEHOM
TEXHOJIOTHJE CRISPR/Cas9

Omkpuhe mexHosozuje CRISPR/Cas9! npousseo je pesoayyujy y XyMaHoj
MeduyuHu, 3602 docmynHocmu, epeKmugHocmu U HUCKUX MPOWKO8a, YuMe cy
omeopeHa 6pojHa numarsa. C 063UupomM Ha Mo da NpUMeHOM me mexHo/102uje
MoxcemMo da npozpamupamo ceojy 6ydyhy deyy u da 3Ha4ajHo nPoOYyHCUMO Hcu-
80MHU 8eK, NOCMAB/bLAMO numarse da AU mo mpeba da donycmumo. [loaazHa
0CHO8a NpedMemHOo2 UCMpaxcusarLd je odpehusarse epaHuya npasHe donyu-
meHocmu, 00HOCHO emu4ke onpasdaHocmu moz nocmynka, caz/n1edasarbem
caspeMeHUX NpPAasHOMEOPUJCKUX CMAHOBUWMA, emu4Kux epedHocmu U
dpywmeeHoz 3Hauaja. Y pady ce npuMeHoM HOpMAMUBHO2, KOMNapamugHo2
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L Clustered regularly interspaced short palindromic repeats (CRISPR/Cas9) npez-

CTaBJ/ba TeXHOJ’IOl"I/ij rpynvucaHuxX KpaTKUX NaJUHAPOMCKUX IIOHaBJ/baka C peoB-
HHUM UHTEpBaJIMMa.
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U coyuo/a10WKo2 Memoda aHaausupad ymuyaj pazeoja 6uomexHo.Jiozuje, y KoH-
mekcmy 2eHemMu4KuUxX UHMeps8eHyuja, Ha pededuHucCare pe2yaAamopHoz OK-
supa. KpumuuHo caznedasarbe y KOHmMeKCMy npagHo2 HOPMUPAarLa 2eHemuu-
KUX UHMepe8eHyuja Ha zepMuHamusHum heaujama, me 3adogosverse uHmMe-
peca ceux yyecHuKka, depUHUCAHO je KO OCHOBHU npedmem UCMpaxcugarsd,
Koju he 6umu pasmampaH CXO0HO XOJAUCMUYKOM NPUCMYny 0CMeapusdrby
/bydcKuX npasa.

KibydHe peun: Edumosarse xymaHoz eeHoma. — TexHonozuja CRISPR/Cas9.
- IlpasHe umnaukayuje. - Emuuka onpasdavocm. — /lpy-
WwmeeHu 3Ha4aj.

1.yBOA

WMajyhu y BuAy Hay4HM Nporpec y MeJULHMHH, GUOJIOTUjU U FEeHETHULY,
NUTambe NpaBHe 3alITUTE OCHOBHUX JbY/CKUX BPELHOCTH, Kao LITO CY KH-
BOT, T€JE€CHU UHTETPUTET, JbYJACKO AOCTOjaHCTBO W NPUBATHOCT, NOCTaje
cBe uspaxenuje. [I[paBHo ypehemwe eauTOBaka XyMaHOT T€HOMa, Kao jeiHe
dopMe reHeTHUYKOr HCTPAKMBAa, NPUOPUTETAH je 3aXTeB U3 BHULIE pa-
3jiora: fa 64 ce UAeHTUDUKOBAIM BPEJHOCTH U UHTEPECH KOje MpPABHU
NopeJilak HACTOjU Aa 3alITHUTH, Aa GU Ce CIpeynsie NOTEHIUjasHe 3JI0yIO-
Tpe6e 1 pomnurcase CaHKLK]je 3a KpLIekhe NPaBuJja, y Be3u ca IpUMeHOM HO-
BUX TeXHOJIOTHja, KakBa je TexHoJsoruja CRISPR/Cas9 (Kuaju Tatuh 2006,
24-25).2

Y npefMeTHOM HCTpPaXKUBamy Ce MOJAa3u Of, NUTama Ja JHU 3alUTUTa
JBYZICKUX MpaBa UMILUIMLMpPAa OTpaHUYEHe, OJHOCHO yCIOpaBamke Hay4YHOT
nporpeca, WM NaK JONPUHOCH MOJCTHULAKY W HPOMOBHCAHKY HAYYHOT
HampeTKa Ha Mo/by OUMOMeJULMHE U TeHeTHKe. [eHeTHYKe TeXHOJIOTHje
nonyT CRISPR/Cas9 pnajy HeBepoBaTHa obGehamwa, anu mpejcraBibajy U
3actpauryjyhe uzasose. [la iu npumeHa CRISPR/Cas9 Ha /by ckuM eMGpHO-
HHUMa MOXKe OMTH KJM3aB NYT Koju he HaBeCTH UCTpaXkuBaye Jia ce yK/by4e
y Hebe30e/jHy, HEeTUYKY U HeMeJMIMHCKY ynoTpeby TexHuke (Furrow
2017, 38)? C TuM y Be3H, eIUTOBamhe XyMaHOT T'eHOMa cmaja y ropyha
NMTamwa 3alITUTE JbYACKUX IpaBa U OCHOBHUX C1060/3, JOCTOjaHCTBA, UH-
TErpuUTeTa U UJEHTUTETA JbYJCKOT 6uha. PasmaTpajyhu moryhHocT v mupy

zy HAy4HOj U CTPY4YHO] JINTEPATypH Ce, OCUM TEPMHUHA eUTOBamke reHOoMa, KO-

pHUCTe U APYTH TEPMHUHHU 3a OGjalllbeibe U MPEBOJ, TEPMUHA ‘€JUTOBakbE, MOMYT:
ypebemwe, MogudHKanyja, MaHUIYIAlM]ja, HONPaB/bakbe WIHM IPeHaYehe reHoMa.
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pacnpocTpambeHOoCT MPUMEHE eIMTOBaba XyMaHOT TeHOMa, HEYIIUTHO je Aa
he nmanekocexxHe MMIIMKalMje GUTH HecaryieAuBe. Hucy cnopHe mpeaHo-
ctu TexHosioruje CRISPR/Cas9 3a 106po6uT YoBeyaHcTBa Beh MoryhHocTH
Jla KpUMHHAJIY, OUOTEPOPUCTH, OJJMETHYTU PEXKUMU 3JI0yNOTpede HOBE
TEXHOJIOTHje C 003UPOM Ha TO Jla He MOCTOjU a/leKBaTaH PEryJaTOPHU OK-
Bup. Hanpegak y o6sacTuMa 6uoMe/JUIIMHE U TeHETUKe Hehe J0BeCTH caMOo
Jlo 6POjHUX €TUYKHUX MpobJieMa M 3alITHTe MpuBaTHOCTH Beh he mocneru-
TH U KpUMHUHa/IHE aKTUBHOCTH.

Y npakcu ce y4ecTasio MOCTaB/ba MUTame LITA je AONYLITEHO Yy JOMEHY
reHeTHYKOI UCTPaKMBakbha Ha YOBEKY KAaKBO je eIUTOBabe reHoMa, a 1ITa
je 3abpameHo. Tpeba HAIOMEHYTH [ia je TO MUTAE U IPABHO U €TUYKO, Te
Jla mo/ijiexe NMpaBHUM U eTUYKUM HopMmaMa (Kuaju Tatuh 2012, 27), anu u
colMjaJiHoO, 1a Cy W JIpyLITBeHa CXBaTamba 0/, 3Hadaja 3a ypehuBame Te 06.1a-
ctu. C TUM y Be3y, IJWJb PaJia je [ia ce yKake Ha HEONXOJHOCT HOpPMHUpamba
rpaHylla MpaBHe JONYyIITEHOCTH, Y3 NPETXOAHO carje/ilaBalkbe eTHYKe
ONPaBJaHOCTH U APYIUTBEHOT 3Hayaja MpUMeHe MOCTyIKa eAUTOBama re-
HOMa, aHaJIM3UpambeM TPeHYTHUX A0CTUTrHyha y Toj 06/1acTh Hayke. PoKyc
je Ha MOCTYNKYy eJUTOBalkha XyMaHUX repMHUHATUBHUX, OJJHOCHO PENpPOAYK-
TUBHUX hesnja, 6yAyhH Aa je y NUTamwy pafuKalHa MeTO/a KOjoM Ce Meka
JHK eM6proHa, 0JTHOCHO raMeTa, KOjoM Cce He Memajy caMo ocoOuHe hesuja
Beh ce yTu4e U Ha reHeTUUYKO Hacsnehe 6yayhux reHepanuja. C fpyre cTpa-
He, eZlJUTOBame hesuja TKUBA, OJJHOCHO COMAaTCKO €JJUTOBame, Hehe OUTH
npeAMeT aHa/lM3e jep je TO MeToJa KOojoM ce JeJyje HA TauyHO ofpebheHe,
Beh popmupaHe hesnuje TKHMBa, 6€3 UKaKBOT yTHIIaja HA TOTOMCTBO. Hanme,
HCTpaXKMBaka Cy MoKasaja Ja eJUToBame repMUHATUBHUX hesuja Moxe
Jla yTH4Ye Ha UMYyHCKH OJFOBOP MOjeIMHILA, JOK CY in Vivo Hay4HHU OIJIe[H Y
KOjUMa je MpUMeHUBaH MOCTYIAaK eUTOBakba COMAaTCKUX hesvja nmokasaau
3a/10BoJbaBajyhe pe3ysnTaTe, 0JHOCHO GUJIM Cy Y CKJIAJy ca 0J06peHUM mpo-
TOKOJIOM CnipoBoherma KIMHUYKUX ucnuTuBama (Rangel Gongalves, de Melo
Alves Paiva 2017, 369).

HakoH geduHucawkba TexXHOJIOTHje eAUTOBama xymaHor reHoma CRISPR/
Cas9, yka3uBamweM Ha HeH 3Hauyaj U MpHUMeHy y 00J1aCTH MeJULUHE U re-
HeTHKe, OCHOBHA NPaBHOTEOpHjCKa NMUTama e€JUTOBakba MepMHUHATUBHUX
hesuja 6uhe carynefjaHa y KOHTEKCTY YHUBEP3aJHUX €TUYKUX BpeJHOCTH U
YCBOjeHUX APYIITBEHUX KOHBeHIHja. To, HApOUYUTO, y OKBUPUMA JJOMUHAHT-
HOT XOJINCTUYKOT ¥ UHTErpaTUBHOT NPHUHIMIIA Y OCTBAPUBaMY U 3alUTHUTH
OCHOBHUX JbYACKHUX IPaBa, Y3 NPUMEHY MYJITHAUCLUIVIMHAPHOT NPUCTyNa
npejMeTy UCTPaKUBaba.
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72. NOCTYNAK EAUTOBAHA TEHOMA NPUMEHOM
TEXHOJIOTUJE CRISPR/CAS9

EquToBame JbYACKOr reHoma® mnpumeHoM TexHosioruje CRISPR/Cas9
noapa3yMeBa Iu/baHy uaMeHy oapebene cekBenne JJHK y »xuBoj henwnjy,
Koja ce CHpPOBOAM TaKO IITO Ce Jeo IeHeTHYKOr MaTepHjaja Hcella Ha
TayHo yTBpheHoM Mecty. Texnosioruja CRISPR/Cas9 (Clustered regularly
interspaced short palindromic repeats), 0oAHOCHO IpynucaHa KpaTKa MaJuH-
JpOMCKa IOHaBJ/bakba C peJOBHUM UHTEpPBaIMMa, pa3BujeHa je 2012. rogune
Y MMEHOBaHa je npeMa NPOTEeMHY KOjU ce KOPUCTHU 3a ucename JaHua JHK
(Rodriguez 2016, 1). [IpBo6uTHO, TexHoa0rHja CRISPR/Cas9 je npumMemeHa
Ha 6aKTepHjaMa, Kao J1eo aJJallTUBHOT UMYHCKOT CUCTeMaA Koju GaKTepujama
omoryhaBa 3amTuTy off HBa3uBHUX cTpaHux JHK, kao mTo cy 6akTepuo-
¢dare (Khatodia et al. 2016, 2). ¥ mehyBpeMeHy, y TpakcH je youeHa aKTUBHA
IpHMMeHa Te TEXHOJIOTHje y CTBapamy M NPOU3BOJKbY HOBOT THIA FeHeTHY-
KU MOJHQUKOBAHUX yCeBa, 6U/baKa U XKUBOTHIbA, KOjU He OU GUJIM TpaHC-
reHeTHYKH, OJHOCHO y HbUX ce He 6U uHkopnopupanaa JHK gpyrux opranu-
3ama. [IpumeHa TexHosioruje CRISPR/Cas9 omoryhaBa aHa/insupame yjaore
reHa y hesujama cucapa npeMHayemeM reHoMa, 0JHOCHO KOPpHUTOBambeM re-
HeTHYKe MyTaljdje oJroBOpHe 3a HaciaegHe 6oJiectu (Doudna, Charpentier
2014, 1077).* HakoH TpH rofiuHe MUMILIEMEHTHPAKA, TPyIa KUHECKUX HC-
TpakMBada npuMeHusa je meroxposorujy CRISPR/Cas9 y xymaHoj Mmegumu-
HU. TuMe je TpacupaH NyT 3a JUjarHOCTUKOBabe, IPEeBEHIIU]Y U Jeyerbe 60-
JIeCTH HOBOM TEXHOJIOTHjOM, Koja He caMo Jia je ebukacHa Beh je U jepTrHa
v npucrynadsa (Polcz, Lewis 2016, 413).

['eHeTHYKa UCTpaXKUBakha NONYT €AUTOBAkba XyMaHOT TeHOMa PasJvKYyjy
ce 0OJi CBaKOJHeBHe MeJHMLMHCKe NpaKce, jaBHOI 3JpaB/ba U JAPYrux 06-
JIMKa 3JpaBCTBeHOr 30pUibaBarba yCMEpPEHHX Ja HeloCcpeJHO JONpH-
Hecy 3/lpaB/by NojeJMHANA WM ApywTBa. CXOAHO TOMe, UCTPAXKUBAYU U
3/IpaBCTBEHO 0CO6Jbe KOje yyecTBYyje y MOCTYIKY efUTOBama reHoMa oba-
BE3HU Cy Jla LITUTE XKUBOT, 3[paBJbe, AOCTOjaHCTBO, UHTEIPUTET, MPABO
Ha camoozapehewme, NPUBATHOCT U IMOBEP/HUBOCT JHUYHUX HHPOpMaIuja
nanyjeHaTta Kao cyb6jekaTa ucTpakuBamwa (Kinaju Tatuh 2012, 25).

3 EauToBame Jby/JCKOT reHOMa je IpolLiec IpoMeHe reHa noMohy Hay4HHX MeToja

ca L[UJbeM Jieuermwa UM clipedyaBama 6osiecTU (the process of changing genes using
scientific methods, in order to cure or prevent disease). https://dictionary.cambridge.
org/dictionary/english/gene-editing.

4  Emanyen Ulapnantje (Emmanuelle Charpentier) u llenudep A. Jlayaxa
(Jennifer A. Daudna) fo6uTtHune cy Ho6esnoBe Harpaze 3a xemujy 3a 2020. roau-
Hy. Harpazsa uM je fofe/beHa 3a pa3Boj MeTo/ie MOAHGUKOBaka reHoMa IPUMEHOM
TexHosiornje CRISPR/Cas9.
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[lu/baHO eAuTOBamkbe TeHoMa® y XyMaHOj MeJUIMHUA KOPUCTH ce 3a Ha-
peAHy reHepanyjy *e/beHUX eHJoreHux Mogudukanyja, nonyT nopemehaja
reHa, /i0/ilaBamba WM KopeKlyje jeJHOT WM BUlle CllellUPUIHUX reHoMa y
npekuHyToM JaHy JHK, ynoTpe6om mpusiaroheHUx KpeupaHUX HYKJIeO-
tuza. [lpumeHoM TexHosioruje eauroBama reHoma CRISPR/Cas9 mocrano
je cacBMM U3BOJJBMBO ,M3pe3aTH” MyTHPAHU F'eH U 3aMEHUTH Ia 3/ipaBUM.
[Tocpenu je TexHOJIOTHja Cllajakba reHa, Koja MoApa3dyMeBa MoAUDUKOBaE
reHeTHYKOI MaTepHjajia OpraHu3Ma paAu INpPOMeHe WM M060JbLIakba
eroBux kapakrepuctuka (Furrow 2017, 34). Tume je orBopeHa MmoryhHocT
u3jedyera MHOTHX 000J/b€Ha, Kao LITO Cy MUTOXOHJpPHjcKa 060/bema, U
no6oJbllakba penpoAyKTUBHUX MOTyRHOCTH y cUTyalMjaMa y KojuMma Ipe-
MMIJIAaHTallMOHA TeHeTHUYKa JjarHo3a U BaHTeJiecHa omoama (PGD-IVF)
HUCY NPUXBAT/bUBU U3 MeAUIMHCKUX WM JUYHUX passora (Furrow 2017,
36). Takohe, ynmoTpe6oM Te TEXHOJIOTHje Y XyMaHOj MeJULIMHU oMoryhuo 6u
ce HOpMaJslaH »XMBOT 0co06aMa ca Pa30pPHUM KOHTeHUTa/JIHUM 0060/beHbUMa,
nonyT MuuuhHe auctpoduje, ayTOUMYyHUX 60JieCTH, XaHTHUHITOHOBE
xopeje, omrehema BuJa U cayxa. Y MehyBpeMeHy, HAydYHUIIM HAcToje Ja
nomohy meToze enutoBama reHoma CRISPR/Cas9 cnpeue u apyre HacsiejHe
6osnecty, nonyT JuimeHoBe (Duchenne) mumuhne auctpoduje (Kanunuh
2019, 4). MehyTum, KosMKe roJ, 6uJie NpeJHOCTH YyIoTpebe Te TEXHOJIOTH]e
y XyMaHOj MeJMIMHU (CnpedaBamy Hac/JeAHUX 000/beHbA), Ba/basio 6OHU
ucrahu fAa cy mMoryha Hexe/beHa M HeNpeABHJ/bUBA [IejCTBA, C 063UPOM
Ha TO /i@ je NOCTYIKOM eJUTOBama reHoMa Moryhe IpeHeTH HeXe/beHe
MyTallyje Ha HapeJHa NOKoJiewa. Y MPUJIOT TOMe, HAaBOAUMO CJy4aj KOjU
je M3a3Bao naxkwy CTpy4yHe U onuite jaBHOCTU 2018. rogune. Haume, kuHe-
CKM Hay4yHUK Xe JaHKyH je, 6e3 M3pa3uTe NoTpebe 3a JedyewmeM ofpebheHe
60J1eCTH, y TajHOCTH CIIPOBEO NMOCTYNaK eUTOBalba XyMaHOT TeHOMa Te Cy
pobeHe npBe 6e6e ca MOAUPHUKOBAHUM I'eHHMA, KO/ KOjUX je U3MeHEeH Ipo-
TeWH - peLenTop Koju oMmoryhasa Bupycy XUB ma nHbunupa numoonure
(CoBusb 2020, 36). Taj morahaj mokasyje kako ce y o6JacTUMa MeJUIIHE
Y TeHETHKe JIAKO MOTY 3JI0yNOTPEGUTH HOBe TexXHoJorHje.® YpaBo 06ube

5 EguroBame reHoMa MOJIEKyJapHMM anaTmma moryhe je Beh Heko Bpeme.

MebhyTtum, ucnocraB/ba ce jga otkpuhe CRISPR/Cas9 mpejcTaB/ba NpeKpeTHU-
Ly y Aa/beM Da3Bojy HayKe, ¢ 063UpOM Ha TO Ja je OBOM TEXHOJIOTHjOM YBe-
JIUKO yHampeheH asiaT JoOCTymaH 3a reHeTW4yka ucrpaxuBamwa. CRISPR/Cas9
omoryhyje UHXXeHepUHT IreHa CBUX BPCTa, YKJ/bYy4yjyhu U JbYACKY, ¢ fjajseko Behom
npeuusHouhy, 6p3uHoOM, AocTynHouihy, ¢JyekcubuaHomhy u npuctynadyHouhy
(Furrow 2017, 34). C gpyre cTpaHe, I0CTOje ¥ Apyraddjd CTaBoBU. Mel1 HaBoAH
Jla yIPKOC CBECTPAHOCTU OBe TEXHJIOJIOTHje, IPELU3HOCT eUTOBaba reHoMa je U
JIasbe y nouetTHoj pasu (Metzl 2019, 133).

6 ¥ debpyapy 2016. roaune, Ynpapa 3a XyMaHy $pepTHAM3ALH]Y ¥ eMGPHOJIOTH]Y

(Human Fertilizaton & Embryology Authority - HFEA), vHauye HaJJieXHa 3a
Ha/i3Upame M 3aKOHCKO DPeryjucare PeNpoAyKTUBHHX TeXHOJIOTHja y Besnkoj
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IpUMeHe TEeXHOJIOTHje y CaBpeMeHOj MeAWIMHU W3HEeJpHUJIO je mocebHe
npaBHe U eTH4YKe NpobJieMe, KOjU NpoMsJa3e U3 0JHOCA MeAUIMHe Ipe-
Ma TeXHOJIOUIKMM HMHOBalMjaMa. MehyTuM, HepeTKo ce foraba Jja npaBHO
HOpMHpame 3a0CTaje 3a HAYyYHUM NIPOTPecoM MeJULIMHE U FeHeTHKe, LITO
je cilydaj M ca eAUTOBambEM XyMaHor reHoMa. [IpaBo Tpeba Aa npaTH U pe-
Ty/JMllle NUTamka Koja Cy NoBe3aHa ca MOCTYNKOM eJJUTOBakba reHoMa M [ia,
C TUM Yy Be3H, Oipe/ii TpaHUlle KOjuMa ce IITHUTe CTeyeHe BPeJHOCTH Jpy-
IITBa, aJI¥ U IpaBa U c/1060/e NojeJMHAla, KOja ce CMaTpajy OCHOBHUM Haye-
JIOM U TeMesbeM caBpeMeHoT npaBa (CoBusb, CTojkoBuh 3naTtanosuh 2019,
327-328). Takohe, HeonxoHO je 06e36eJUTH TPAHCIAPEHTHOCT HAYYHOT
HCTPaXKHBaka, a/ld U 0OATOBOPHOCT /la UCTPAXKMBaka UCNYHaBajy eTHIYKe U
Hay4He cTaHJapfe. HaydyHu nporpec je He3aycTaB/bUB Te je BEpOBATHO Ja
he ce BpUIMTH NPUTHCAK HA JIOHOCHOIE OJJIyKa Jla PeryJvily MpeJMeTHO
nuTame. M3BecHo je ma he mpuTHcak moJ/Ia3UTH U O[] MojeArHaINa Koju he
HaMepaBaTH Jla KOPUCTe TEXHOJIOTHjy eAUTOBamka reHoMa y CONCTBEeHe Me-
JULIVHCKe, penpoAYKTUBHE U Apyre cBpxe (Hinxton 2015, 2).

3. NMPABHU AOMALUA) EAUTOBAHLA TEHOMA Y XYMAHO)
MEAULUUHHU

[Tonazehu of KOMIJIEKCHOCTHU eJUTOBakba XyMaHOI reHOMa M, Hapo4u-
TO, ,0CET/bUBOCTU" TNPUKYN/bEHUX TeHEeTHUYKUX HHOpMalja, OTBapajy
ce OpojHa MUTama HENOCPeJHO MMOBe3aHa ca MoryhHoirhy 3ajupama y
OCHOBHA JbyJiCKa NpaBa, YKJ/byuyjyhu mpaBo Ha NPUBATHOCT M 3alUTUTY
ox pnuckpumuHanuje (CtojkoBuh 3smatanoBuh 2019, 98). ¥ ToM KOHTEK-
CTy, IpaBHa pa3MaTpama ce, Ipe CBera, 04HOCe Ha HOPMAaTUBHU OKBUP U
peryJjaTuBy, Koja ce HUMIJIEMEHTHpPA Ca LU/bEM KOHTPOJIMCalkha ynoTpede
jelHE cacBMM HOBe TEXHOJIOTHje, KaKBO je eJUTOBambe XyMaHOI IeHOMa
(MyjoBuh 2007, 43). [lojequHu mpaBHUIU HCTUYY [Jla CBAKO €JUTOBAIbE
JBY/ICKOT TeHOMa He Tpeba Ja MMa UCTOBETHY NIpaBHY cyAouHy. IIpema
HBUXOBOM MHUIL/bEHWY, Ba/baJio OW JOMYCTUTH T3B. HeraTUBHE TeHETHY-
Ke UHTepBeHIUje, OJHOCHO WHTEePBEHLUje YHjU je Wb Jja ce oHeMoryhu
IpeHoC HaclefHUX 000/berba Ha IMOTOMKe, ZIOK OM ce NpaBHa 3abpaHa
e/JUToBala JbYACKOT reHOMa OJHOCHJIA Ha T3B. NO3UTHUBHE eHeTHYKe
MHTepBeHLUje KojuMa ce mnoBehaBajy mojefuHe Hapo4YUTE CIOCOOHOCTH

BpuTtanuju, onobpuna je npumeny CRISPR/Cas9 Ha sbyackum eMGpuUOHMMA Ha
UncTtutyTy Francis Crick y JIoHAOHY ca IjU/beM NpoOy4YaBama Y3pOKa HEMJIOAHO-
cru. Ilocpeau je npBa KIMHHUYKA CTyAUja y Besnkoj bpuTanuju 3a ucrpaxusame
JbYACKUX eMOpHOHA IPUMEHOM eJUTOBalba FeHOMa, Ca orpaHuyereM Ha 14 jaHa,
o je npeaBuheHo mehyHapogHUM KoHBeHIMjaMa (Paradise 2016, 3).
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swynu (Knaju Tatuh 2012, 45). OTyga ce y Be3u ca eJUTOBAKbEM XyMaHOT
reHoMa cydyeJbaBajy JiBa MehyCOOHO CyNpOTCTaB/beHa MHTepeca: UHTepec
JIpylITBa Jja y 6yAyhHOCTH 6oJ/be LITHUTH KUBOT W 3/paBjbe CBUX JbYAU U
HHTepec NojeANHIA, Cy6jeKTa UCTPaKUBaa, [a Ce HeroB JUYHU XKUBOT U
3/lpaBJbe 3alUTUTE OJ] ONACHOCTH, OJHOCHO OJ PU3UKa KOjuMa OGUBa U3J0-
kel (Kiaju Tatuh 2010, 209-210). Y TOM CMUC/LY, HEOIXOAHO je ogMepu-
TH KOHQPOHTHUpAHe UHTepece U poHahu paBHOTEXY. Y Teopuju NpeoBJia-
JlaBa MpPaBHU U MOPAJIHU CTaB Jla HUHTEPECH U 6JIarocTame MojeiuHIA Kao
cy0jeKTa UCTPaKMBamba UMajy NMPeJHOCT Y OAHOCY Ha WHTEpece HayKe U
JpyurtBa (Pagumuh 2008, 253-254).

[IuTame reHeTHYKOT MHXKeHEPUHTa JbYJICKUX hesdja NOCTYyNKOM eJuTO-
Bala 'eHOMa MOCEOHO je JleJIMKAaTHO (KOHTPOBEP3HO) MMajyhu y BUAy Aa
360r Tora 1ITo AoTH4e 6yAyha nokosema. YuwbeHuna Jia euToOBame reHo-
Ma noraha 6yayhe reHepanuje K/by4yHH je IPUTOBOP HOBOj TeXHOJIOTHjU. C
TUM y Be3d, y CMepHULIaMa AMepUUKOr JIEKAPCKOT yApyXewa (American
Medical Association) u3 1996. rogrHe CTOjHU Ja je HEZONMYCTHUBO CIIPOBOJUTH
reHeTHUYKU MH)XeHhepUHT Ha repMUHATUBHUM hesujama jep noraba 6yayhe
reHepanuje 1 Mo)<e IPOy3pOKOBAaTH HeNpeiBU/I/bUBe U HeOBPaTHe pe3y.l-
TaTe. /lofaTHa 3a6pHMHYTOCT NPOM3J1a31 U3 TOTra IITO Jella Koja HUCY poheHa
He MOTy JaTy npucTaHak Ha uaMeHy cBoje JIHK (Polcz, Lewis 2016, 415). In
stricto sensu, ocTaje CIOPHO NUTambe NpaBHe CalJIaCHOCTH MOTOMaKa Ha re-
HeTHYKy MoAuuKauujy, uMajyhn y BUAy Jia cafallilba reHepanuja ofydyje
3a 6yayhe reHeparuje, npuMopaBajyhu Ux Ha aKTyeJIHe BPeJHOCTU U TPeH-
JIOBE, KOjU Ce TOKOM BpeMeHa U3BeCcHO Mory npoMeHHUTH (CoBusb 2020, 35).
OcuM Tora, oTBapa ce NHUTame NpaBa Ha HAaKHAJy IITeTe JeTeTa 3a4eTOr
NOCTYIIKOM eIUTOBama reHOMa, C 063MPOM Ha HellpeJBUAJbUBE NOCIe/ULle
KOje Ta TEXHOJIOI'Mja MO)Ke TPOY3POKOBAaTH. Y TOM KOHTEKCTY, YKOJIUKO OU ce
TOKOM >KMBOTA 0C06e 3a4eTe MOCTYNKOM reHOMCKOT e/JUTOBalba UCIO/bUIIE
ojpeheHe 60/ieCTH UJIM CTamka Y3pOKOBaHA THM IOCTYNKOM, OTBOPHUJIO 6U
ce, u3Mebhy ocrasor, nuTawe NpaBa Ha HaKHaZly HEMMOBHUHCKe (MOpaJiHe)
wtete (Pagumuh 2008, 200). [log MopaZHOM IITETOM MOJpas3yMeBajy ce
TeJIeCHU W /WJIM AyIIeBHU 60J1 U CTPaxX JOBOJbHOI TPajarba U MHTEH3UTETA.
CxonHO TOMe, MOpaJ/iHA LITeTa ce He OU cacTojasa y MoBpeJud HeKOr JIUY-
HOT' HEMMOBHHCKOT TIpaBa HUTH NMOBpPeU 06jeKTa TOr npasa Beh y jeAHOM
MHTHMHOM TpIJbely Koje 6U 6MJI0 y3pOKOBAHO MpeJMEeTHUM MOCTYIIKOM
(Kapanukuh Mupuh 2015, 487-489).

[TocTojame Tako mMohHe TexHosoruje kao mTo je CRISPR/Cas9 mokpe-
HYJIO je pacnpaBy y HayYHUM M CTPYYHUM KpyroBHMMa Ha MelhyHapogHOM
HUBOY. /le6aTa je NpBeHCTBEHO ycpejAcpeheHa Ha NMUTamwe paBHe JOMYIL-
TEHOCTH TeHeTHYKe MojudUKalyje TepMUHATUBHUX hesiuja MpUMeHOM Te
TEXHOJIOTHje, C 063MPOM Ha TO Jja repMUHATHUBHA MoAuHKaLHja, OAHOCHO
yBoDheme rena y repMMHaTUBHE JInHUje (germ line gene therapy), nMnunypa
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HacJeJHe MpoMeHe Koje he ce oapasuTu Ha G6yayhe nmotoMmctBo. Hacympor
repMHUHAaTUBHO] MOAMGUKALWjH, UHTEPBEHIMja reHa y coMmaTcke henwuje
noApasyMeBa MaHUNyJauujy ogpehenum opraHom. CXoJHO TOMe, COMaT-
cKa MoaudUKalMja reHoMa Hajuyelrhe ce mocMaTpa Kao MOTKJAaca IeHCKe
Tepanuje.” TeHcKa Tepamnuja ce OJHOCH Ha yroTpeba reHa ca L[u/beM Jederba
onpeheHe GoJsiecTy, IWTO HYXKHO UMILIMIMPA MOJUPUKALH]jy HEYHUjer reHo-
Ma. Byayhu zia reHcka Tepanuja noapasyMeBa MPETXOAHY ATy CarJaacHOCT
nanyjeHTa, ald U Ja yTU4Ye caMO Ha NMalUjeHTa HaJ KOjUM ce CIIPOBOJH,
NpeoBJIaZlasIo je CTAHOBULITE /ia je OHA NPUXBAT/bUBA. Y jeJHOM KOMeHTapy
XeHk 'puisy je vM3jaBuO [a, yIPKOC BULIETOAUIIKBLUM pacnpaBaMa o JeJoT-
BOPHOCTH T'eHCKe Tepaluje COMAaTCKUX hesivja, MUTamke COMAaTCKe reHCKe
MoauduKanuje HUje MPOU3BeJo AyOOKe HeOyMHulle, OCUM ePUKACHOCTH U
ucrpaxrpadke etuke (Greely 2015, 1).

O nmpaBHUM, COIMjaIHUM U €TUYKUM HUMILIMKallMjaMa TeHeTUYKe MOJH-
¢dukaluje BoausIe Cy ce pachpaBe jolll oJf celaMIeceTHX, KaJja je MpBU MyT
npejcTaB/beHa UJZeja 0 FeHCKOj Tepanuju. HayyHa pacnpaBa je cTarHupa-
J1a, uaMehy ocTtasior, 360T Tora LITO je IpUMeHa reHCKe Tepaluje y XyMaHoj
MeJUIVHMA He3HaTHA Yy OJHOCY Ha MPBOOWTHA OYEeKHUBamwa. Y CBETY je 10
JlaHac 3a KJWHUYKY yNoTpeOy of00peH He3HATaH OpOj reHCKHUX Tepamnwuja,
YUju ce pe3yJTaTH jouwl yBek cariefaBajy (Polcz, Lewis 2016, 418). Yko-
JINKO ce YTBPAU Ja Cy pe3ynTaTu AobujeHU TexHosorujom CRISPR/Cas9
BaJIMIHM U HAYYHO yTeMe/beHW, CAaCBUM je U3BECHO Ja Hac y [AOIJIe[JHOj
6yayhHOCTH O4YeKyjy 3HayajHe MPOMEHE y AUjarHOCTUKOBaY, NPeBEHLUjU
U Jeyewy 60J1eCTH PUMEHOM reHeTH4YKe MoguduKaluje. 360r Tora je He-
ONXOJHO 6JIATOBPEMEHO MPABHO ypeJUTH TAaKO KOMILJIEKCHO NMUTAaHE Kao
LITO je eJUTOBaK€ XyMaHOT reHoMa. /lo caZja muTamwe NpUMeHe eUTOBabA
XyMaHOT TeHOMa y IUjarHOCTUYKe, IPpEBEHTUBHE U TepaNeyTCKe CBpXe HUje
npaBHoO ypeheHo Hu Ha HUBOY EBporncke yHuje. CaBeT EBpone je 2001. rogu-
He IoHeo [IpenopyKy o 3aIITUTH JbYACKOT FeHOMa,® KOjoM ce ip;KaBe YiaHH-
e MO3MBajy /Aa MOTHHUILLY, paTUQHUKYjy U npuMeHe KOHBEHLIH]y O JbYACKUM
npaBuMa U 6uomeauuunu (Konsenumja us Osujesa) us 1997. roguue’ u aa

7 Ha oBOM MecTy 6 Ba/baJIO yKa3aTH Ha pasjanKy usMehy eauroBarma reHoma

Y reHCKe Tepamnuje jep Ccy Ta JABa NOCTyIKa 6JKCKO nMoBe3aHa. Haume, eautoBare
reHoMa ¥ TeHEeTUYKU HH)XXEHEPUHT Cy TEXHOJIOTHje Koje ce ynoTpe6sbaBajy y reH-
CKHMM Tepamnujama, ajli noceayjy ¥ mupy GyHKIHoHaMHOCT. CBaka reHCKa Tepamnuja
jecTe TEHETUYKH MHXKEHEPUHI, all CBAaKU FeHeTHUYKH WHXXEHEePUHT HHUje reHcka
Tepanuja (Metzl 2019, 137).

8  Recommendation 1512 (2001). Protection of the Human Genome by the Council

of Europe, Art 11 (1)

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, Council of Europe, Details of Treaty No. 164.
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HM3MeHe OCHOBe MaTEeHTHOT NpaBa y Be3W ca CBOjUHOM Ha Jby[CKUM TKUBUMa
Y reHMMa KOju NMpUIaJajy 3ajeJHUYKOj OalTUHU YoBedyaHcTBa (‘bykaHoBuh
2015, 285).

[eHeTHYKa UCTpaKMBamka U KJIUHUYKHU OTJIe[d Ha JbyIUMa pasJIbKyjy ce
0/l MeJUIIMHCKE MpaKce, jaBHOT 3/ipaB/ba U APYrUX 00JIMKa 3/paBCTBEHOT
30pUmbaBaba yCMepPeHUX Ka 04yBakby 3/ipaB/ba N0jeANHIA WU 3aje/HULLe.
MebyTumMm, reHeTuuka MCTpaXkuMBama U MEAMIMHCKY Hpakcy Moryhe je
BpunTH uctoBpeMeHo (Kuaju Tatuh 2012, 25). Tako ce y 4naHy 35 HOBe
XescuHuike geksaapanyje,l’ y mesy I Koju ce 0JHOCH Ha ,UCTPaKHBAHE
KOMOHWHOBAHO C JiedyeweM’, HABOAM: ,Y Jiedewy NalMjeHTa, TJe J0Ka3aHU
NpoPUJIAKTUYKY, AUjarHOCTUYKU U TepalujcKU MeTOAU He IOCTOje HJIU
HHUCY J,eJIOTBOPHHY, JieKap je, ¢ MHGOpMHUCaHUM NIPUCTAaHKOM NalLUjeHTa, CJ10-
60/1aH a2 ynoTpebu HeJj0Ka3aHe UK HOBe NMPOPUIAKTHUKE, IUjaTHOCTUYKE
Y TepallijcKe Mepe YKOJHUKO MPOLEHHU /ia TO NpyKa HaZly y cliacaBambe u-
BOTA, IOHOBHO YCIIOCTaBJ/bakbe 3/jpaBsba WU yOjaxkaBamwe natmwe” (Kiaju
Tatuh 2012, 25).

Y nomaheM mnpaBy, reHeTU4YKa yciayra je 30jUHUM 3aKOHOM JAedUHU-
caHa Kao noceGHa 3JpaBCTBeHa ycJyra y o06JlacTH INpeBEHTHUBHE MeJu-
LIMHe U YCJIyra y CBpXY [MjarHOCTHKE U Jiedyermwa, Koja 06yxBaTa reHeTHY-
KO MH(OpPMHUCaHbe, TEHETUYKO CAaBETOBAaHe M TEHETHYKO HCMUTHBame.!!
MebyTuM, nocTynak efuToOBamka reHOMa y XyMaHOj MeJULUHHU HUje NPaBHO
ypebeH y fomaheM npaBHOM nopeTKy. CBeoGyXBaTHOM aHaJIM30M MPOIKCca
KojuMa ce ypebhyjy ob61acTH MeJMULIMHe U TeHeTHKe youaBaMo CaMoO OApe[-
6y 3akoHa 0 GMOMEAMIIMHCKHA MOTIIOMOTHYTO] OIJIOAKH, Koja 3abpamyje
M3BeCHe reHeTHYKe MHTEPBeHIMje y NOCTYNKY BaHTeJeCHe OIJIoJme. 3a-
KOHOM cy 3abpameHe cilefiehe aKkTUBHOCTU: CTallakbe JbYACKUX raMeTa ca
JpyTuM KUMBUM hesMjaMa Koje HHUCYy XyMaHOI IOpeKJa U OIJIOAHA jajHe
henuje nu3bopom ceMeHux hesnuja Koje cy 6upaHe Kako 6U ce pOAUJIO JIeTe
oapebeHor mosia.l? Ha Taj HaYMH 3aKOHO/ABAIl je eKCIUTUIUTHO 3a6paHuo
reHeTHYKe MHTEpPBEHIMje Koje ce oJHOCe Ha u360p moJa gerera,'® ocum

10 Yencuumka nekjapanyja CBeTcke MeAuLMHCKe acouujanuje, Ceyn 2008.
(World Medical Association of Helsinki. Ethical Principles for Medical medicine
Research Involving Human Subjects, 2008).

1 3aK0H 0 MpeBEHLHjH ¥ AUjarHOCTHIH TeHETUYKHX GOJIECTH, TeHETHIKH YCII0-

B/bEHUX aHOMaJidja M peTKUx GoJsiectd (30juH 3akoH), CayxcbeHu eaacHuk PC
8/2015, un. 3, cT. 1, Tau. 3.

12 3akoH 0 GHOMEJUIMHCKM TOTIOMOTHYTO]j OMJIOAM, CAyxicGeHu zaacHuk PC
40/2017 u 113/2017, un. 49, ct. 1, Tau. 15 u 16.

13 HcroseTHo pelreme mpegBubeHo je 3aKOHOM O MPEBEHLMjH M JUjarHOCTHIH
reHeTHUYKHUX 00JIeCTH, FeHeTHUYKHM YCJI0B/bEHUX aHOMaldja U PeTKUX 0O0JIecTH,
KOjU U3PUYMTO 3abpamyje Jja ce JUjarHOCTUYKH MOCTyNakK npe 3adeha WM y TOKy
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aKo Ce THMe CIpeyaBa HacTaHaK W MPEHOC TelIKe HaclelHe 6OJIECTH Koja
je y Be3u ca nosioM geteTta (CoBusb 2020, 39). TymauewmeM 10O aHAJOTHjH,
Ty 3aKOHCKY o/ipe/i0y 6MCMO MOIJIM NPOLIMPUTH U Ha 3abpaHy eUTOBamba
reHoMa caMoO y OHOM /JieJly KOju OU Ce OZHOCHO Ha ,II000/bIlIamke” JbY/ICKOT
noToMcTBa (M360p moJia JeTeTa), 6€3 UKAaKBUX peaJHUX notpebda. C apyre
ctpaHe, Kogekcom MegunuHcke eTuke Jlekapcke komope Cpb6uje KojuMm ce
ypebyje mocryname siekapa y 6HOMeAUILMHCKUM UCTPAXKUBAKUMa AOMYLITA
ce moaudUKanuja byAckor reHoMa. Haume, y wiany 40 cToju fja ce 3aXBaTu
yCMEepEeHU Ha IperuHayewe JbYICKOT TeHOMa MOTr'y U3BOJUTHU CaMO y NIPEBEH-
THUBHE, JUjalHOCTUYKE U TepalUjCcKe CBpXe, y3 YCJIOB Ja Cce Ta IperHademha
He MpeHOCe Ha MOTOMCTBO, IITO HAM HEJBOCMHUCJIEHO YKa3yje Ha TO Ja je
3a6palbeH0 CIPOBOJUTH INperHadyele Ha repMUHATHUBHUM henujama. C
TUM Y Be3H, 3a6pabeHO je KJIOHHUpPae, OJHOCHO CTBapakkhe eHCKU U/eH-
TUYHUX JIML3, jep je CyIPOTHO eTUIU U MOIITOBAKY JbYACKOT JIOCTOjaHCTBA.
Jlasbe, 3abpambeHU Cy CBU MOCTYIILM YCMEPEHU Ha CTBapare FeHCKU KCTO-
BETHOT JbyJICKOT O6uha, 0JJHOCHO Ca UCTHUM T'eHCKUM CHCTEMOM KOjU UMa U
JIpyro Jbyacko 6uhe - uBo wuin ympuso.'* CacBuM je omnpaBjaHa 3abpaHa
KJIOHMpama ca Iju/beM 3aueha v pohewa fjeTeTa, c 063UPOM Ha TO /1a Ce THME
HAaCTOjU cayyBaTH jeZJUHCTBEHOCT JbyJICKEe JIUYHOCTH U HeHO J0CTOjaHCTBO
(Cjennuuh, CoBusb, CTojkoBuh 3satanoBuh 2018, 765).

4. COUMJANTHE UMIMTNTUKALIUJE EAUTOBAHA XYMAHOI
FrEHOMA

[TocTynak efuToBama reHoMa NoBe3aH je ca 0CeT/bUBUM JPYILITBEHUM U
€TUYKMM NMUTakUMa, KOja UMIIPECHOHUPAjy LIMpPOKe U pa3JMuUTe CJojeBe
JpyurtBa. EnuToBame reHomMa oTBapa UIMPOK CIeKTap pu3uKa. Jlajeko-
CeXHe NpOMeHe MorJie OM Ce NPOLIMPUTH M Ha HelW/baHy IMONyJaanujy
JApyurtBa. CxogHO ToMe, HeMOryhe je aHaJIM3UpaTH NMPUMEHY €JUTOBakba
XyMaHOI F'eHOMa y MeAMIMHCKe CBpxe 6e3 ydermrha W mojpiuke JpyLITBa.
Y Teopuju mocToje pas3MYUTa CTAHOBUILTA O TOMeE Jia JIU Tpeba JOMyCTH-
TH eJjuTOBame reHoMa. [lojeUHU ayTopU UCTHUYY Hexe/beHe edeKTe 10

TpyAHONhe KOPUCTH y CBPXY CeJieKlifje Mo/ [JeTeTa, OCUM YKOJHMKO Ce TO YMHH
pagu usberaBarba NpeHOLIeHA TellKe HacleAHe 6G0JIECTH MOBe3aHe Ca IMOJIOM
JeTeTa. 3aKOH O NMpeBeHLHUjU U JUjarHOCTUIM TeHeTHYKHUX 6O0JIeCTH, TeHETHIKU
yCI0B/bEHUX aHOMa/IMja U PeTKUX GoJiecTU (30juH 3aKoH), CaysxcbeHu eaacHuk PC
8/2015, un. 10, cT. 1.

14 yeras Peny6auke Cp6uje, Cayacbenu aaackux PC 98/2006, un. 24, Kogekc Me-
JULMHCKe eTHKe Jlekapcke koMope Cp6uje, Caysc6eHu eaachuk PC 104/2016, u.
40 u 41.
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JIPYLITBO Koje GY MPOM3BEJIO JONYIITakhe eAUTOBakha XyMaHOT TeHOMa, 110-
NyT NOJCTULAKA HejeJHAKOCTH jep 61U UMYyhHU poAHTe/bH MOIJIM Ja NpH-
ylITe ,1060/bIIAHY" Aelly ca NoBehaHWM KalalluTeTOM WUHTeJUTeHIuje UIn
JpyruMm yHanpehenum ocobuHama. A contrario, 'puiu cymupa passiore 360T
KOjUX je MaJio BepoBaTHO fAa he ce y porienHoj 6yayhHOCTH JOIMYCTUTH re-
HeTH4YKa MoAMdUKaLMja repMUHATUBHUX heJsdja NPUMEHOM TeXHOJOTHje
CRISPR/Cas9: nutame 6e36e4HOCTH, cj1aba MeJUIMHCKA NOTPaXKkha U KOH-
TpoBep3Ha Npupoja camor nocrynka (Furrow 2017, 41).

MebhyTumM, TexHosioruja efuToBama reHoma CRISPR/Cas9 moxe 6uTu
aTpaKTHBHA 3a NOjefiUHEe CIIOPTUCTe Te He Tpeba MCK/bYYUTH MOryhHOCT
Jla 61 OHM BepOBAaTHO GUJIM MPBU KOPUCHUIM. [locTOju HEKOJIMKO pasJsora
KOjH HaM yKasyjy Ha TO [ila HeMa IIpellpeKa 3a eKCllepUMeHTHCambe y JjoMe-
Hy cnoprTa. [IpBO, MHOTM CIIOPTHUCTH Cy NOKasau CIPeMHOCT Jia PU3HUKY]Y,
yKJbyuyjyhu 6uosiomike MoaudUKaldje, Kako 61U mob6oJbllIau JUYHE NEp-
dopmaHce. [lpyro, ciopTcke nepdopMaHce Cy 06J1aCT Y KOjoj Hallle FreHEeTHY-
KO pasyMeBamwe Beh cyrepuilne u3BecHe COMAaTCKe reHCKe MojaudUKalje,
Koje 61 MorJle AaTH npejHocT y cnopTy. To je AeJIMMUYHO 3aTO LITO CYy MHO-
TM TeHU KOjU Cy pesieBAaHTHHU 3a CHOPT Takohe KJIMHUYKU pesleBaHTHU U3
He3aBHCHUX pasJora, Ha NpuUMep ojpKaBamwe MUIIMNHE Mace manujeHaTa
ca mumunhHoM guctpodujom. Tpehe, eguToBame reHomMa BepoBaTHO he
OUTHU TEIIKO OTKpUTH. He nsHeHabyje To mTo uaeja o ,reHCKOM JIOMUHTY"
KpY>KM BHILE 07 jeiHe JelieHuje, a CBeTCKa aHTHUAONMHI areHiyja ra je mus-
puuuTo 3a6panuia 2003. roguHe. UMajyhu y BuZly eprUKaCHOCT U LIMPOKY
npoctynHocT TexHosiordje CRISPR/Cas9 umHM HaM ce Aa je MHOTO OJIMKa
CTBapHOCT ,reHckor gonuHra“ (Polcz, Lewis 2016,422).

Hacynpor repmuHaTuBHO] MoauuKaluju hesdja, coMaTCKa TeH-
cKa MoAuduKauuja oMoryhaBa BaM Ja CaMOCTa/IHO JOHOCHUTE OJJIyKe O
e/JUTOBalby reHOMa, Koje he ce JUPeKTHO OAPA3UTH Ha Ballle CTPACTH U XKH-
BOTHe u36ope. [IpuMepa pazay, 6ej360s1 urpauu AaHac ce HEpeTKO OJJy4yjy
3a HeTepalleyTCKy olepalnujy kako 6 nosehasu maHce 3a ycnex. CJIUYHO
je u ca mocrojehoM JlacepckoM omnepanujoM OKa, Koja JbyiMa MOXe JaTH
NpUJIKKY Ja u3olmTpe BUA U A0 20 myTa, KOjy Cy IpUXBaTHUJIEe Opy>KaHe
cHare CA/l (Polcz, Lewis 2016, 422). [IpuMeHOM aHa/IOTHje, KOHCTATyjeMO
Jla 6u y 6J1KMCKOj 6yAyNHOCTU TaKBU U3060pU MOTJIM Jja ce MpOoIIMpe Ha Co-
MAaTCKy TreHCKy MojuduKaiujy, kojom 6ucre, uamehy ocrasor, Mo aa
BpUINTE CeJIeKIHUjy Ke/beHUX ocobHHa Oyayher moTomcTBa. Y NOYETHO]
$asu nprMeHe NOCTYNKa eAUTOBamka reHOMa, BEPOBAaTHO O ce 06aBJbasle
VHTepBeHlMje ca LU/beM eJMMHUHHCAmba 030UM/bHUX 6OJIECTH M aKyTHHX
CTama, JI0OK Ou ce y Hekoj ciefehoj ¢asu nmpuctynuio MoaudUKaLUjU
€CTEeTCKU TNOXKebHUX OCOOHHA, NMpeMa JUYHUM apUHUTETHMA pPOAUTEbA
(Hnp. u36op noJsa AeTeTa, BUCHHE, 60je 04Mjy, Koce, UHTeJUreHIIuje, Kana-
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yuTeTa MeMopuje, cnopTckux cnocooHoctH) (CoBusb 2020, 33). Y nomahem
[paBy YCTaBHOM HOPMOM I'apaHTOBAHO je IPaBo Ha OJJIyyMBame 0 pahamy
gene.’” loMMHaHTHA HHTEpIpeTanyja ywiaHa 63 Ycrasa Peny6iuke Cp6uje
0 c/106041 OAJIy4yHBama 0 pabamwy Jelle noapasyMeBa cJ060Jy CBaKOI 4o-
BeKa /ia oJiyIy4dyje 0 ycJ0BHMa M0/ KojuMa he CBOjy ersucTeHIUjy HaCTaBH-
TH y cBoM notoMcTBY (/pawkuh). 'panuie TakBe cio6oze Tpeba jacHO yT-
BP/JIUTH, HAPOUYHUTO, ¥ KOHTEKCTY YOP3aHOT HMOTEXHOJIOLUIKOI pa3Boja, Kako
TyMayeme ,CJ1000/e NMojeiUHLA Be3aHe 3a YCJI0Be OCUTYparba XKeJ/beHOor 10-
TOMCTBA" He OU OMJIO (IIpe)IIUPOKO Y 06yXBaTy Te JOBEJIO A0 3JIOYIOTpe-
6a OCHOBHUX IIpaBa NOTOMAaka U MOBpeJie ONIUTEYOBEYAHCKUX BPEJHOCTU
JI0CTOjaHCTBa JIMYHOCTH. CTOra, NU30CTaHAaK 3aKOHCKOT peryJjiricakma oTBapa
4ecTo ,3actpauyjyha v ancypZHa muTama Kao IITO je Jia Ju YcTaB Jaje
mpaBo poAuTe/bUMa Ja pabajy mete oapeheHe Goje Koce U oumjy. [lojeguHu
ayTOpHU HUCTUYY Jia POAUTE/LU MOTY CBOjy Jely MOABPIHYTH PasHUM KO3-
MEeTHYKHUM U XUPYPIIKUM NOCTYNIMMA (HIP. PEKOHCTPYKTHUBHA OIlepaliyja,
pUHOIJIACTHKA U CJ1.) He Kpiiehu nputom yctaBHe oapezoe (Enriquez 2019,
1233). Pa3HO/IMKOCT TEOPHjCKUX CTAHOBHUINTA, MIPABHUX pelllelha, MOPaTHUX
Y JpPYIITBEHUX CXBaTamwa H/Jle PYKY NOJ, PYKy Ca HeIoCTOjalkheM NpaBHOT
okBupa (Kapanukuh Mupuh 2016, 110). Y cBakoM ciay4ajy, HEONXO/{HA je
ojrosapajyha Ap>xaBHa MHTepBeHIMja Koja 61 3abpaHu/a TakBe U CJUYHE
reHeTH4YKe HHTePBeHILHje KOje Cy CypOTHe TPeHYTHO onuTenpuxsaheHuM
JIPYLUITBEHUM BpeJHOCTHMA.

YkoJsinko nohemo oj mpemuce /a je ompaBAaHo ,060JbLIABATH" JbY/CKA
6uha, ynHM HaM ce J1a 6W TO OMJIO U3BOJBHMBO aKO 6U MPUMeHA eIUTOBAA
reHomMa TexHosorujom CRISPR/Cas9 6una pacnpoctpamwena. /[lue-
Ma je ga Jju je moryhe ga ,no6osbliakbeM” jefjHe 0COOHMHE He YTUYEMO Ha
yHanpehemwe U Apyrux ocobuHa. Y TOM KOHTEKCTY, BEPOBATHO je Ja O6U ce
NPBOGUTHO MPUCTYNNIIO MOAUPHUKALIMjH €CTETCKU N0Ke/bHUX 0COOMHA, T10-
nyT TesecHe BUcHHe. CJIMYHA CUTyanuja 6M GMJIa U ca UHTEJEKTOM, KOjU
je, cmaTpa ®Pykyjama, jefjaH o IPUOPUTETHUjUX LjU/beBa Oyayher reHeTHY-
Kor TpeTMaHa. PykyjamMa HaBOAY Jia APYLITBO ca BULIKM HHUBOOM IpOCEYHe
MHTEeJIMTeHI[Mje MOXe TIOCTaTH 6oraTuje, y MEPH Y KO0joj je MPpOAYKTUBHOCT
y Kopesauuju ca uHTenaureHuujom (Fukuyama 2003, 117-118). C gpyre
CTpaHe, MOCTOje JbyAU KOjU U3 PeJIMTMO3HUX WM HEeKUX APYTUX pasJiora
He KeJle WY MaK HUCY y MOTYhHOCTHU J1a TOABPTrHY CBOjY Jlelly TeHETUYKOM
TpeTMaHy. Y CUTyaliju CBEONIITE OMaMe 38 FeHETUIKOM MoJUPUKaIHjoM
NpUMEHOM eJJMTOBamka eHOMa, ocobe Koje 6U Ce CympOTCTaBUJie TaKBUM
npoMeHaMa CBOjy Jlelly 6U U3JI0Xujae pu3uKy perpecuje (Mutposuh 2010,
82). Ocum Tora, 0OTBapa Ce MUTame AUCKPUMHUHAIMje CYNEpUOPHUX, TeHe-

15 yeras Pemy6utike Cp6uje, Caysicbenu aaachux PC 98/2006, 4. 63, cr. 1.
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TUYKU yHanpeheHUX 0co6a U OHUX KOje Ce HHUCY NMOABPIJIE T€HEeTHYKOM
TpeTMaHy ,nobGoJbliama“. [eHeTHuKa (He)gUCKpUMHUHaNUja 6uhe u3y3eT-
HO OUTHa, 6yayhu fa he MacoBHHUje ceKBeHIMpaie reHa MoKasaTH Ja je
Moryhe Jja KoJj CBakor 0Jf HAac NMOCTOjU HEKAaKBO CTake WM nmoBehaH pu-
34K 0] pa3HUX nopeMehaja y omHocy Ha omuTy nomysanujy (Metzl 2019,
273). [la i1 6u nocrojeha npaBusa KojuMa ce 3abpamyje CBaKH BU/J| TeHe-
THUYKe AUCKPUMHUHANMjel® 6ua npuMerbruBa U y TOM KoHTeKcTy? [loyue-
HHU [J0CaJlallilbUM HCKYCTBOM, OLIEHYjeMO a aKTYyeJHU aHTUAUCKPUMHHA-
TOPCKH HPONHUCH He 6U OWJIM [eJIOTBOPHU y NMpYKakby NpaBHE 3aLITHUTE
yrpoxeHoj crpanu.t’

5. ETUMKA ONPABAAHOCT NMNOBOJbLUAHA JbYAU
EAUTOBAHEM TEHOMA

EnvToBame reHoMa oTBapa 6pojHe HOBe MOTYRHOCTH reHeTUYKOT MHXKe-
wepurHra. CKopallllba UCTpaKUBamwa IloKa3aJja Cy HaM Jia je moryhe usseuu-
TH JI0 caJila HeusJjeyuBe 60JIECTH, KAo IITO Cy peTKe 60J1eCTH, KApLIUHOMHY,
HIV/AIDS (CoBusb 2020, 41). MehyTuM, TakaB peBOJIyIIMOHAPHU IPOTPEC Y
HayLM M3a3Bao je, OCUM IPAaBHUX U COLMOJIOIIKHUX, U 6pPOjHE pEeIUTrHO3HE
U eTudke AguieMe. Kaga ce pasmarpa npaBHa NPUXBAT/bUBOCT U JOMYCTH-
BOCT IeHETHUYKUX UCTPa)KMBama, NMONYT eAUTOBamka XyMaHOr reHoMa, He-

16 CnpoBoheme TNpojeKTa HCTpaXKHBama XyMaHOT TeHOMA 3axTeBajo je
pasmaTparbe IMpPaBHHX, €THYKMX M COLMOJIOIIKHMX acnekaTa HAeHTHHKauuje
JbYACKOT TeHOMa M aHa/Iu3e TeHETHYKOT MaTepujasia. Y TOM KOHTEKCTY, TeHeTHYKa
JUCKpHMHMHAILMja je TMocTasla MpejMeT pas3JUYUTHX NPaBHUX U eTHYKHUX CTYAHja,
Kao M COLMOJIOIIKMX HCTpaXKHBama. MehyTuM, MpaBHO perysnucame reHeTHYKe
JYCKpUMHHauje npaheHo je npo6JeMOM HeycarJallleHOCTH y FbeHOM JlepUHHUCAbY,
OZHOCHO ofpehHBamy I0jMa Te peJlaTUBHO HOBe BPCTe AMCKpUMUHaLuje. Ha kpajy,
reHeTHYKy JUCKPUMHUHALU]y MOXeMO JepUHHCATH Kao HEeONpaBJaHO NpPaB/bere
pas/IMKa, OJHOCHO PAa3/IMYUTO NMOCTYNalbe NpeMa NojeJUHLY WM NpeMa 4JaHOBH-
Ma HeroBe IOpo/HIle Ha OCHOBY CTBapHe WJIM NPETIOCTaB/beHe Pa3uKe HeroBUX
reHa y oHOCy Ha T3B. HopMaJiHe reHe (CtojkoBuh 3siaTaHosuh 2019, 131-133).

17y MpUJIOT TOMe, HaBoArMo npuMep CjenumweHnx AMepruukux /JIp>kaBa. Haume, y
CA/l je 2008. ronnHe ycBOjeH 3aKOH 0 ClpevyaBakby AUCKPUMHUHALMje Ha OCHOBY Te-
HeTHYKUX UHPOpMalyja, IpeMa KojeM ce MOCJ0[aBLUMa 3abpamyje Jja Aajy OTKas
3anocJieHMMa, OHOCHO /ia 0/10Mjy KaHu/aTe 3a 3al0C/IeHe 10 OCHOBY FeHeTHYKHX
nHpopMmanuja. MehyTuM, Mako ce NOMEHYTH 3aKOH NpPUMemyje Ha 3/paBCTBEHO
OCHTypame, OH He Ipy»a [paBHy 3alITUTY OCUTYpaHHULMMA O[] AUCKPUMHUHaLUje
ocurypaBajyhux JpyuTaBa, Koja KOpUCTe UHPOpPMaldje U3 reHeTHYKUX TeCTOBa
NPUJMKOM CacTaBJ/bakba IOJIMCA )KUBOTHOT OCUTYpama, OCUTypamba 3a CIydaj He-
CNoCOGHOCTH MM 3a AyropoudHy Hery. Genetic Information Nondiscrimination Act,
Public Law No. 110-223, 2008.
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OIXO/JHO je UCIIYHUTH HEKOJIMKO eTHYKMX 3axTeBa.'® Y nurtamwy cy cieaehu
3axTeBM: HayyHa BPEeJCHOCT U APYLITBEeHA ONPaBJAHOCT, HAyYHa NMYHOBaX-
HOCT, I0BOJbaH OJJHOC pH3MKa M KOPUCTH, NIOLITEH 0Jabup rpymna cybjekarta
HCTpPaXKMBakba, NOIITOBake 3a BpOOBaHe U yIucaHe CybjeKTe UCTpaKUBamba,
MHGOPMUCAHU NPUCTAHAK U HE3aBUCHO NPeUCIUTHBabe KOMUTETA 3a eTH-
Ky. [lo6bpojaHu eTHYKMU 3aXTEBU Cy YHUBep3a/HU, MpeMja Tpeba Aa oyay
npusiaroheHu 3ApaBCTBEHUM, €KOHOMCKHUM, KYJTYPHUM K TEXHOJIOLIKUM
yCJIoOBUMa y KojuMa ce o6aBsba ucTpaxkuBamwe (Knaju Tatuh 2012, 53). ¥
TEOPHUjU Ce UCTHYE [a je eTUYKHU HEeNPHUXBAT/bUBO U ONACHO €JUTOBAMbE Xy-
MaHOI TeHOMa NoMohy caBpeMeHUX TexHoJioruja, kakBa je CRISPR/Cas9.
EpvToBame reHoMa repMMHAaTUBHUX heJsdja eTUUYKY je HEeJJONMYCTHUBO, C 06-
3MpoM Ha Moryhe Hexe/beHe W HellpeJBU/JbUBe Nociaeaule, 6yayhu fa je
M3MelmheHUM reHMMa Moryhe npeHeTH MyTauuje Ha 6yayha nokosemwa. Hau-
Me, uaMmeHnama JIHK y jby/ickuM eMOprOHMMA HEXOTHUIIE O6U Ce MOIJIa YHETH
rpelika y XyMaHU reHCKU QOH/, Kperpajyhu HOBO 060/beH€ Koje 6U ce Ipe-
HeJsio Ha ciefiehe reHepanuje. bojasaH je ompaB/jaHa ¢ 063UpoM Ha TO Ja 61
ce TaKBa UCTpakMBamba MOIVIa UCKOPUCTUTH y HeTepaneyTcke cBpxe. Hau-
Me, JONMyIITakbe TeHeTU4Ke MoAguduKalyje repMUHATUBHUX hesnja Tpacu-
pasio 64 MyT HeTepaneyTCKOM reHeTHUYKOM ,[1060/bIaky" JbYIU.

MopasiHa fuieMa je Aa JiM MOCTYNaK eJUTOBakba reHoMa Tpeba KOpH-
CTUTHU HCKJ/bYYMBO Pajiv AUjarHOCTUKOBAaKa, PEBEHIUje U Jieuerma GoJie-
CTU WJIH U y CBPXY ,M000J/bIIamka” /byackux 6uha. [log ,mo6osbimameM” ce
nozapasyMeBa obe36ehuBame Ayxer U KBaJIUTETHUjer JbY/ICKOT BeKa ClipaM
JlaHalllbUX ToMMatba. MehyTuM, caM TepMUH ,1060/bIlIakbe" U3a3UBa GpOjHE
HeJjoyMulle y nopehewy ca Tepanujom. Y ToM CMUCIY, IOJ, ,M0GO/bIIAHKEM
JbYJICKUX 6uha moapasyMeBa ce MOAM3ame KamalyTeTa U3Ha/, 3a ogpeheny
BPCTY, TUIUYHOI HMBOA WJIM Ipesa3aK NpPeKO CTAaTUCTUYKU HOPMAaJHOT
byHKIMOHUCAA jeJlHe UHAMBHAYE, TPUMEHOM MOCTYIIKA e4UTOBama re-
HoMa (MwutpoBuh 2010, 90). Tunuyan npumep ,nob6osblllakba” JbYACKUX
6uha jecTe ecTeTcKka XMpPypruja, KojoM ce MaxoM MOJBPraBajy kene. Takobe,
TAaKBU 3axBaTH HHUCY CTPaHM HU MYIIKaplKMMa, Koju momohy crepouja
LIYMITIAjy“ CBOja Tesia. AKTyeJITHU TPEHAOBU Y €CTETCKOj XUPYPTHjH, HAKO
HepeTKO HUCY HEONXO/HH, IpeJICTaB/bajy 0/ipa3 JJOMUHAHTHE MOTpOILaYKe

18 leHeTHYKa MCTpaKMBaH-a MOMYT eJUTOBalba XyMaHOT reHOMa TpeGasio 6u Ja
ce CIPOBOJie y CaZlejCTBY ca 4eTHMPU OCHOBHA €THYKa HaueJsia: NOIITOBake JIMY-
HOCTH, JJOGPOTBOPHOCT, NpaBJja U MoBep/bUBOCT (TajHocT). [IpeoByasaBa ommra
carJIacHOCT Jia mo6pojaHa Havesla, Koja UMajy jeiHaKy MOpa/IHy CHary, JompHHoCce
CaBeCHOM NpHUIIpeMaky NpeJJora 3a Hay4uHe orjejie U cTyguje. MehyTtum, y pasiu-
YUTHUM CUTyallMjaMa Ta HauyeJsia MOTy Ja OyAy pas/IMdYUTO UCKa3aHa, Jja CTeKHy pas-
JIMYUTY MOPAJIHY TEeXHHY U 1a bbUX0Ba IpUMeHa Ji0BeJie 10 Pas3JIMYUTUX OAJIyKa U
npaBana nocrynama (Kinaju Tatuh 2010, 210).
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IICUXO0J/IOTHje U HeIBOCMUC/IEHO HaM YKa3yjy Ha NoTeHIUja/IHy 3auHTepeco-
BAaHOCT U paclpoCTPambeHOCT eAUTOBaba FeHoMa Y JIovIeAHoj 6yayhHOCTH
y CBPXY ,l060sbiama” /byAckux 6uha (hykanosuh 2016, 291).

OnpaBpaBajyhn reHeTHUYKY HWHTEPBEHLUjy Kao MeTOA ,N060Jbllama”
JpyAckux 6uha, CaBysiecky HaBOAM Jila HEMa MOpaJiHe pasJiMKe Yy HHTepBeH-
IyMjaMa Koje BpLIM CpeJHMHA WIH Jiedelhy MeJUKaMeHTHMa y OAHOCY Ha
WHTepBeHIMje IPUMEHOM eJuToBama reHoma. [lame, CaByJjiecKy UCTH4e
Jla , MM NPUXBAaTaMO MHTepPBEHIUje CpeJlMHe Koja YTHUYe Ha ycaBplLIaBambe
Haule Jele. llIkosi0Bame, HcxpaHa, TpeHUpale KOPUCTe ce Kako GU ce of
Jlelie CTBOpPW/IM 60/bU JbYAU U moBehase WmUXOBe XMBOTHe IaHce. [lena
ce o6pasyjy fa 64 6uJa KoolepaTUBHA, UHTEJUTEeHTHA, Malbe arpecuBHA
W JIello BaclUTaHa. Y TOM IOrJe/ly, MCTpaXXUBauM Tparajy 3a MeTojama Ja
Kpeupajy oOKpyxeme Koje he felly CTUMY/IHCATH Ja MaKCUMHU3HUPajy CBOj UH-
TeJeKTyaIHU noTeHuujan” (Savulescu 2016, 4).

HacynpoT ToM cTaHOBHIITY Koje moucToBehyje yTUIaj cCpeiuHe U reHe-
TUYKY UHTEePBEHIIUjY, HaralleHo je PyKyjaMHUHO CTAaHOBHUUITE O IOLITOBAY
NpUpo/ie, Koje Ta UMIJIMLIUTE J0OBOJU HA caMO KOPakK 0 J,OMUHALKje NpH-
POJHMX NpaBa, KApaKTEPUCTH4YHe 3a KOH3epBAaTHUBHY COLMjaJIHO-NIPaBHY
Mucao (Mutposuh 2010, 83). dykyjama onemyje Aa ,10CTOje ONpaBJaHU
¥ MyJIpY pasJio3u Jja ce BpaTHMO INOIITOBakYy MPUPOJHOr pefia CTBApU U
Jla He MUCJIMMO KakKo JbyZicKa 6uha Mory sako fa ra mo6oJbliajy NpUroa-
HUM uHTepBeHlMjaMa“ (Fukuyama 2003, 118). KoHncTaTyjeMo Aa ce, mpeMa
®yKyjaMHHOM MUILL/beRY, YTULA] HA TPUPOJY M3a3BaH BeIITAa4KUM NyTeM
3HATHO pa3JIMKyje oJf IpOMeHa HacTa/lMX M0/ yTUIlajeM CpeJiuHe.

Kao u ®ykyjama, u Jpyry HAyYHULM Cy IPOTUB GUJIO0 KAKBUX FeHETUYKHUX
UCTpaXMBaka Ha XyMaHOM eMOPUOHY jep cMaTpajy Jja eMO6pHOH UMa MopaJl-
HU 110J102Kaj UCTOBETaH YoBeKy. ETMUKa oNpaBAaHOCT eAUTOBAbA XYMaHOT
reHoMa KOHTPOBep3Ha je YaK 1 OHMM Hay4YHHULMMa KOjUMa je NPUXBAT/bUBO
eMOpHOHA/JHO HUCTpaXkuBamwe. To cTaHOBUIUTe 6paHuM U Mepcu JapHOB-
cku (Marcy Darnovsky), pykoBoguian, LleHTpa 3a TeHETHKY U APYLITBO Y
KanudopHuju, Koju nHaue nmojpxaBa reHeTHYKAa HCTPAKUBamkba Ha XyMa-
HOM eM6pHOHY. [JapHOBCKH HCTHYE A je eJUTOBAME JbYJCKOT reHOMa NpH-
JINYHO OIIACHO, Te Jia Ipe/iCTaB/ba KOpaK Halmpe/, y NOKyLIajy ,IPOU3BOAbe"
reHeTHUYKU MoAuUKOBaHUX JbyAcKkUX 6uha. ExnToBame JbyAcKor reHoMa
noJpasyMeBa NpoMeHy reHa cBake hesdje, koje he ce ofpa3uTu u Ha CBe
IIOTOMKe TOTI yoBeKa. [IpeMa ToMe, ocpeAu cy nepMaHeHTHe U BepoBaT-
HO HeIlOBpaTHe NIPOMeHe, YMje Cy nocjaejule HecaryerBe. YaK U YKOJIUKO
6U ce TOKOM BpeMeHa yTBp/uJa 6e36eJHOCT OCTYIIKA, OCTaje HeJJopedeHo
nuTamwe 1WTa 64 ,Au3ajHupaHe 6ebe” yuuHuIe ApywTBy (Stein 2016, 9).
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CMepHHIlaMa AMepHYKOI JIeKapCKor yhapykemwa u3 1988. roauHe u
MOTOBHUM H3MeHaMa uU3 1996. roauHe, 3abpareHa je TeHeTHYKa MOJIH-
¢dukanuja repMHHAaTUBHUX hesuja, JOK je NpUMeHa COMAaTCKe IeHeTHY-
Ke MoAMdUKalMje orpaHUYeHa caMo ,y JaToM MoMeHTY" CMepHUIIaMa Ccy
ofpeheHn ycloBU KOjU [JONYLITAjy COMATCKy TeHETHUYKY MOAUPUKALHUjY
y TepaneyTcke cBpxe. Kako 61 eTHYKM Ousa NMPUXBAT/bUBA M ONpaBJaHa
IpMMeHa COMAaTcKe reHeTHYKe MoAUHKalLMje, HEONXOAHO je WCIYHUTH
HajMame TpH ycaoBa: 1) Mopasia 64 NMOCTOjaTH jacHA M 3HAYajHa KOPUCT 3a
oco0y; 2) He 64 TpebasIo J1a MOCTOjU KOMIIPOMHUC Ca APYTUM KapaKTepUCTHU-
KaMa WM ocobuHaMa; 3) cBU rpahaHu 6M MopasiM UMATH jeJHaK NPHUCTYT
reHeTHYKOj TeXHOJIOTUjH, 6e3 063upa Ha JIMYHU [J0X0JaK WUJIH Jpyre COLHO-
eKOHOMCKe KapakTtepuctuke (Polcz, Lewis 2016, 424).

HepaBHo je HanuonasHa akajeMuja Hayka, MHXKEHEpPCTBA U MeJULHe
CA/Jl (National Academies of Sciences, Engineering and Medicine - NASEM)
o6jaBuJia U3BELITA] ¥ KOMe Cy U3HeTe opeheHe npenopyke 3a eUTOBabE
XYMaHOT T€HOMa y KJIMHUYKUM CTyAvjaMa. Y HU3BEUITAjy je Npenopy4eHo
e/JUTOBalbe reHoMa repMHUHATUBHUX hesnja y KIMHUYKUM UCIUTHBAamkUMa
CaMo YKOJIMKO Ce TUMe HACTOjH CIPEYUTHU 030U/bHO 060J/bEHE UJIN CTAHE
3a Koje He IIOCTOje pa3yMHe aJTepHATHUBe, JOK UCIIUTUBAaIE MOJJIeXe PU-
ropo3HOM Ha/I30py U TPAHCIAPEHTHOCTHU Y NOTJIey HheroBe 6€36eJHOCTH U
nenorBopHoctu (Enriquez 2019, 1155).

CBe pesieBaHTHe MelhyHapojHe KOHBeHLMje, JeK/Japaluje, JUpPeKTHUBe
EBporcke yHUje ¥ 3aKOHU jeIHOIJIACHO 3ay3UMajy CTAaHOBUILTE Jia Cy Heoll-
XO/lHa KOHTMHYHpaHa reHeTHUYKa UCTPaXKMBakba Ha YOBeKY Jia 61 ce cTeKJIa
Jl0JlaTHa 3Hama O AUjarHOCTHUKOBabY, IPeBEHIUjHU U Jedyery 6osecTu. Hc-
TOBPEMEHO, y CBUM IpPaBHHUM MHCTPYMeHTHMa ce HarJallaBa Ja Cy reHe-
THYKa UCTpaKUBamwa Moryha jeJHHO IO LieHy Mamer Wid Beher ofpuLama
JbyZAU of oApeheHHX cyGjeKTUBHUX NpaBa Ha camoopebhere y ofHOCYy Ha
Tes0. [IpaBHA ¥ eTHYKa NPUXBAT/bUBOCT LieHUWhe ce MpeMa CTeleHy pU3H-
Ka y OAHOCY Ha O4YeKHUBaHY A0OPOOUT 3a JbyZe Kao CyOjeKTe MeHEeTHUUYKUX
HCTPaXKMBaa, y3 NPETXOAHY NpoleHy koMuTeTa 3a eTUKy (Kuiaju Tatuh
2012, 33).

6. 3AKJbYYAK

Hayuna focturayha o XyMaHoOM reHOMY MOTY Ce KOPUCTUTH y MeJULIUHU
y AWjarHOCTHUYKe, IPpEBEHTUBHE, TepaleyTCKe U Hay4YHe cBpxe. cToBpeMme-
HO, Ta AOCTUTHyha ce MOTy 3/I0ynOTPe6UTH y CBPXe CYNpPOTHE MHTEpEeCcH-
Ma MojeiNHAld, Te HAIIKOJUTH HUX0BOj JIMYHOCTH, TEJECHOM UHTErpuTe-
Ty, AUTHUTETY U CJI000/JHM, Ha HAUUH KOjU je CyNnpoTaH Ao06pUM obU4yajumMa.

640 Ananm MNdb 3/2021



lMNpaBHe, coLujanHe 1 eTMUKe UMMNIMKaLWje eaUTOBarba XyMaHor reHoMa

JlpyLITBO y KOjeM GU ce reHeTHYKe UHTEPBEHIMje TONyT eJUTOBamba IreHo-
Ma CIIpOBOJMJIEe Y3 eTUYKO ONpaBJaHO GpHcarbe TpaHHlle HOPMaIHOT WU
TUIIUYHOT cacTaBa U QyHKIMje J/by/icKe BpCTe G110 61 KOMIEH30BaHO ApY-
IITBOM y KOMe JJaHaLlbe ApyIITBeHe KilacupuKaLyje He 6U BaXKHUJIe U y KOMe
je nocturnyhe nojejuHana JleTepMUHNCAaHO HbUXOBUM TeHETUUYKHUM Kapak-
TepcTUKaMa. Telllko je 3aMMC/IUTH JPYILITBO Koje O6U ce cBeslo Ha O6HOJIOMI-
KM CaBpIIeHy BPCTY NpOrpaMHUpaHuX U MNOCJAYIIHUX N0jefiMHaLa, ca FOTOBO
HWCTOBETHUM ,N1060/blIAKLUMA" U JIPYTY BPCTY OUOJIOLIKH HENPOMEHEHUX
ocoba. Y TakBOj KopeJialjyjy NOCTaBJ/ba Ce MUTabe er3UCTeHlMje NIOTOBUX Y
OKpY>Kely Koje 61 CUTYPHO BOJMJIO ayTOPUTAPHO] yTOMHjH.

Y TOM KOHTeKCTY Tpeba NOCTaBUTH U3BeCHe I'paHHUIle TpaBHEe U eTUYKe
NpUXBAaT/bUBOCTU. HeomxozHO je 06e36eaUTH paBHOTEXKY M3Mehy HaydHOT
HUCTpaXKMBakha reHoMa U ’berose NIpMMeHe U NpaBHe 3alUTUTe MojeJNHAla,
Koja, usMeby ocTajor, obyxBaTa NpaBO Ha NPUBATHOCT W 3ALITUTY OF,
JMCKpUMUHalMje 10 OCHOBY I'eHeTHYKUX KapaKTepUCTHKa. YIPKOC KOM-
IJIEKCHOCTH NMHUTama NPUMEHe eJUTOBama I'eHOMa, J0laTHU NpobJseM je
HellocTojamwe oJroBapajyhe nmpaBHe pery/naTuBe, YUMe ce OTBapa MPOCTOP
3a Moryhe 3yoynorpebe, IITO y KpajikbeM BOJM NpPaBHO] HECUTYPHOCTH.
Crora je, de lege ferenda, HeoNxoAHO U HA IJIO0AJHOM HUBOY U y JoMaheM
paBHOM NOPETKY Ha CBeOOYXBaTaH HAYMH YPEJUTH MOCTYNaK eJUTOBabA
XyMaHOT FeHOMa U THMe MONYHUTH noctojehe npaBHe npasHuHe. UMajyhu
y Buay fa je CRISPR/Cas9 Moxjga camo jegHa y HU3Yy HHOBATUBHHUX
TeXHOJIOTHja ca OTPOMHUM NPeJHOCTUMA, a/1d U HEM3BECHUM I0oC/Ie[uliaMa,
Tpeba NPaBHO PEryJHCaTH YNOTPeby Te U CIUYHUX TEXHOJIOTHja ¥ XyMaHOj
MeaunuHU. EnuToBame reHoMa repMUHaTUBHUX hesvja M3a3uBa A0AaTHY
Y3HEMUPEHOCT U M0/ 03pee ¢ 063MPOM HAa HECUTYPHOCT Te TeXHOJIOTHje.
YnpaBo TH HOBU MHCTUTYTH OTBapajy oceT/bMBa e€THYKa NUTama, Koja U3-
Jlaze U3 yobuyajeHor nmpaBHOr okBUpa. CxoZHO ToMe, 6yAyhMM HOpMAaTHUB-
HUM OKBHpOM Tpebaso 61 ypeAUTH yCJI0Be M0 KOjUMa OU ce eBeHTYaJHO
JIOIIyCTUJIO e[JUTOBalbe reHoMa Ha repMUHATMBHUM hesinjama - y Tepa-
IIeyTCKe CBpXe 3a NoTpebe Jiedera 60JIECTH MM aKyTHUX CTakba U y Mpo-
duIaKTHUYKe CBpXe, KOje MOy WM He MOopajy 6uTH Tepameytcke. C apyre
CTpaHe, HY>KHO je U3PUYUTO 3a6paHUTH eUTOBabe reHoMa Y KO3MeTHYKe
CBpXe, OJJHOCHO CBpxe ,l1060/blIakba“ JbyIH, U YIOTPeOY 3a MoAudUKaLUjy
0COOMHA, KOja M3a3MBa 3a0pPHUHYTOCT 360T AUCKPUMUHALMje 10 OCHOBY re-
HETHUYKUX KapaKTepPUCTHKA, Oyayhu fAa, y JaHAIIKBHUM YCJI0BHMA pa3Boja,
He IIOCTOjU afleKBaTaH OATOBOP ApPYILITBAa HUTHU NPUIPEMJ/bEHOCT NMPABHOT
cucTeMa.

[TpuIMKOM NaXKJbUBOT OJIMePaBamba AO6GPOOUTH 32 YOBEYAHCTBO U Jla/ber
Hay4YHOT MpOorpeca, HaJlJIeXXHU PeryJaTOpHU OpraHd MOpajy BOAWUTH pady-
Ha 0 HeOYEKHMBAaHUM PU3UIMMa U HeXe/beHUM edpeKTuMa Te 0 MoryhHocTH
3Jl0ynoTpebe Te TEXHOJIOTHje Y KpUMHHAJIIHE CBpxe Oyayhu fa He MocToju
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MOTyhHOCT fAa ce HaylM Kao TaKBOj HaMeTHy orpaHuyema. ,lloctoju
MoryhHOCT 0oAroBOpHe NMpUMeHe HayYHUX pe3yJsTaTa, JOoK Cy CTBapHU HO-
CUOLIM Te OJrOBOPHOCTH JPYLITBO U HeroBa IMOJUTHYKA OpraHusanuja“
(Apakuh 2013, 312). I[lpegMeTHUM HCTpaXXHUBAlkeM ayTOPU HACTOje [a,
H“3MeDhy oCTasor, MOACTAaKHY HayYHU JiUjasIoT U3MeDhy MpaBHUKA U HayYHU-
Ka Y, 1ITO je joll BaXKHHUje, Aa 3aUHTepPeCyjy U aHTaXyjy CTPY4YHY U OIIUTY
jaBHOCT y mHUTamHMa Koja Cy NOKpeHyTa Hay4HUM JoCcTUrHyheMm y Menu-
UHU U TeHETHIH, C 063UPOM Ha TO Ja je 6yAyhHOCT eAUTOBama reHoMa
yMHoroMe OynyhHocT yoBeuaHcTBa. O6UM jaBHOT ydyenrha 4eCcTo ce HaBOJHU
Kao I[W/b IpeMa KojeM Ce Mepe pas/UYUTU MPUCTYIU TEXHOJIOLWKHAM Ipo-
6semrMa. CXOZHO TOMe, CTBApHO yuyeuihe pasjMYUTHUX JPYLITBEHUX aKTe-
pa (HayyHMKa, NpaBHUKA, JJOHOCUJIALA jaBHUX MOJUTHKA) MOXe MoBehaTu
NOBepeme jaBHOCTHU y NpoOILeC AOHOIIema oAJyKa. ONITH KOHCEH3YC O
npeJMeTHUM NHUTakUMa je Moryh, ajnu mpaBwsia kKojuma he ce ypenu-
TU MOCTYNAaK eJUTOBalka XyMaHOr reHoMa Tpebasio 6U Ja ce JjoHecy Ha
OCHOBY TeMeJbHe aHaJIu3e CBUX peJieBaHTHUX MPaBHUX U eTUYKHUX NUTaHa,
y3uMajyhu y 063Up UCKYCTBA pa3BUjeHUX 3eMasba.
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LEGAL, SOCIAL AND ETHICAL IMPLICATIONS OF HUMAN
GENOME EDITING USING CRISPR/Cas9

Summary

Discovery of CRISPR/Cas9 technology produced a revolution in human
medicine, because of the availability, efficiency and low cost, which has raised
a number of questions. Given that by applying CRISPR/Cas9 technology we
can program our future children and extend their life expectancy, question is
whether we should allow it. The point of the paper is to determine the limits
of legal admissibility and ethical justification of this procedure, considering
contemporary legal theoretical views, ethical values and social significance.
Using normative, comparative and sociological method the authors
analyze the impact of biotechnology development, in the context of genetic
interventions, on redefining the regulatory framework. Critical consideration
in the context of legal standardization of human genetic interventions and
meeting the interests of all participants, has been identified as a core subject
of research, which will be considered in accordance with a holistic approach
to the realization of human rights.
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