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AIICTPAKT

BoBen: Mery OnoeTHyapuTe W jaBHOCTA, TCHETHKATa YECTO CE CMETa KaKO €JIMHCTBEHA BO
HEJ3WHUTE CTUYKH MPEAN3BHIIN, OUIC]KH MEIUIIMHCKUTE UCTPAKYBAUHU H JICKapH C¢ TIOBEKe TH
KOMOMHHpAAT T'eHETCKUTE MHPOPMAIMN CO HH3a HETeHETCKH MH(POpPMAIUU BO CTYIUUTE U
KIIMHUYKOTO YIIPaBYBamkE CO MAIUEHTHTE KOU UMaaT BooOndaeHu Oonectu. Ol THE IPUYUHH,
YHHKATHUTE TEHETCKH MPEJU3BUIIM MoOpaaT TIIO0CTOjaHO Ja C€ NPEUCIHUTyBaaT M
npo1abouyBaar oJ1 IITO MPOU3JIE3€ U MOTHBOT 33 OBa UCTPaXKyBambe. | eHETCKOTO/TEeHOMCKOTO
tectupame (GGT) ce KOpUCHM anaTKu 3a IMjarHo3a U MPEeBeHIMja, KaKo U 3a To100pyBame Ha
3npagjeto u ekyBame. bunejku GGT ce 3aHrMaBa co 9yBCTBUTEITHU JTUYHUA MHPOPMAITUU KOU
Ou MoO’Xele Ja BIIMjaaT 3HAYUTEIHO HA JKMBOTOT HA MAIIMEHTOT WJIM HETOBOTO CEMEjCTBO,
CTaHyBa UMIICPATHB Jla C€ 3eMaT MPEJIBH] CTUYKHUTE, MPABHUTE W COLMjAITHU MMILIHKAIIUN

(ELSI).

Hesm: /la ce uctpaxxu 1 MaeHTU(PUKYBa IUTEpaTypaTa noBp3aHa co eTnykure acnekty Ha GGT
Ha Me'yHapOHO M HAIIMOHAIHO HUBO U JIa C€ HAallpaBu KOMITapaTHBHA aHanu3a. [la ce cripoBene
aHamm3a Ha GGT ucrpaxkyBama BO 3€MjH CO Pa3IMYHO HMBO HA pa3BOj KAKO M aHAIM3a Ha
JOKYMEHTH 00jaBeHH 01 Me'yHapoIHH opraHu3aimu Bo Bpcka co ELSI moBp3anu co GGT. Len
Ha OBaa CTyAMja, MCTO Taka, € Ja ce ojapenar riaBHuTe Kpurepuymu Ha ELSI m na ce
UICHTU(PHUKYBA CTENIEHOT HAa NMPUMEHAa HAa OCHOBHUTE €TMYKU NMpUHIUNH. [la ce eBaimyupaat
€THYKUTE CTAaBOBH W TIOCTaIlyBama Ha BpaOOTEHHUTE BO TreHeTckurte Jaboparopuu Bo P. C.
MakenoHHuja U J1a ce JafaT HAaCOKH 3a €THYKOTO OJHECYBam€ COTVIACHO €THYKHUTE IMpaBUIIa
COJpKaHU BO Me'yHapOHUTE 3aKOHM, KOJIEKCH U penopaku. Jla ce eBasynpa MocTOeHhETo Ha
IpaBHA peryjaTuBa BO TEHETCKUTE aHaJIM3M, KaKOo W CTaBOBUTE OKOJIy INpHMEHaTa Ha
BEIITAYKaTa MHTEIUICHIIMja BO MOJICKYJIapHO-TeHETCKUTE HCTpaKyBama. Jla ce aHanmusupaat
JnoOueHuTe pe3yiTaTH M 0a3suMpaHO Ha HUB Jla C€ JaJaT COOJBETHU IPETOpaKd O] Kou Ou

MOZKEJIO 1a TPOU3JIC3aT 3aKOHCKHU PEryJIaTUBU.

Matepujaa u meroau: CTynujata € NpOCHEeKTUBHA, CO aHAIUTUYKYU MPHUCTAIl, U CE CIIPOBEJIE
Ha WHCTHTYTOT 3a CyjAcKa METUIMHA, KPUMHHAINCTHKA W MEIUIIMHCKA JICOHTOJIOTHja Ha
MenuuuHcku dakynTer npu YHuBep3ureror ,,CB. Kupun u Meroauj*’ Bo Ckormje. Co nen na
OJITOBOPUME Ha MOCTABEHUTE HCTPA)KyBauKH IMpallamba U 1IeJIH BO OBOj TPYJ CIIPOBEIOBME
npebapyBame U aHaJIH3a Ha JUTEpaTypara oJ] JOCTAITHUTE eNeKTPOHCKH 0a3n Ha MOAATOLN U

toa, Medline, HINARI, EBSCO u ru aHanu3upaBMe HWHCTPYMEHTHUTE COAPKAHU BO



MefYHapOI[HHTC opranu3aivi BO BpCKa CO MOJICKYJIAPHO-TCHECTCKUTC HCTPAXKYBalba U

IIPUMEHUTE BO IIPAKTUKA.

Bo mnpBara (aza Ha HCIIUTYBamkETO OEIIe MOATOTBEH 3aTBOPEH OMUCEH MUIOT-TPALIATHUK CO
MPUMEHA Ha T.H. METOJI0JIOTH]ja Ha IIEJTHO HAacCOYeHa rpyIa koj oemre mocraBeH Ha Google Forms
wiatopmara u Oerre UCTPATeH Ha MPETXO0HO OJPECHA TapIeT rpyma o 5 UCIIUTAHUIII IITO

ce BpaboTeHu BO reHeTckuTe Jlabopatopuu Bo P.C. MakenoHuja npeky elekTpoHCKa MoIITa.

Bo BTopara ¢aza Oenie n3roTBeH GpuHAICH aHOHUMEH IpaIlaIHUK cO HAcloB ,,KomnapaTruBHa
aHalM3a Ha CTHYKUTE NpPaBWIa U HACOKH BO MOJICKYJIApHO-TEHETCKUTE HCTpaKyBama'.Bo
TperaTa (pasza Oelre U3roTBEH aHOHMUMEH MPAIATHUK CO HACIIOB ,,PerynaTopHH MPEeIU3BUI U
NprMeHa Ha BEUITayKaTa MHTEJIWTCHIMja BO T€HETCKUTE UCTpaxkyBama®. Ilomarommre Oea
obpaborern Bo Microsoft Excel® (Microsoft Corp., Redmond, WA, USA) and
STATGRAPHICUS Centurion XVI evaluation (Stat Point Technologies Inc., USA). Bo
UCTPAXyBamkbETO Ke OuJe KOpPUCTEHA JIECKPHIITUBHA CTATUCTHKA. Pesynrature on

UCTPaXXyBameTO Ke Ounat TabenapHo U rpad@Uuky MPUKAKAHU.

Pesyaratu: O oBaa cTyauja JoOMBME CTaBOBU 3a OecrioroBopHa MH(GOpMUpaHa COrJIacCHOCT,
[OYUTYBamhe Ha JOCTOMHCTBOTO M aBTOHOMHjaTa Ha UCIMTAHUKOT, HErOBa 1I€JI0CHA 3alITUTA
KaKo W 3alITUTaTa Ha HEroBOTO CEMEJCTBO, CUTYpHA 3alTHTAa Ha JOOMEHWUTE MOJATOLU O
TECTUPakETO, CTABOBH 3a IOCTOCHETO Ha ITPABHA paMKa 3a UyBambe Ha II0JaTOLMTe, ToTpedaTa
3a elyKaluja Ha MalUeHTuTe, (OpMUpAkE HA LEHTPAIU3UPAHO T€HETCKO COBETYBAJIMILTE,
npernopaku 3a GopMupame Ha 3aKOHHUK 3a €TUUKHUTE, IPAaBHUTE M COLMJATHUTE UMIUIMKALUU
(EJICH) on reHeTCKO-reHOMCKHMTE TEeCTHUpPama, KAKO M CTaBOBUTE HA T'€HETUYApUTE OKOIY

MMIUIEMEHTalljaTa Ha BelllTaukaTa nureiaurenuja so ['TT.

K.le‘lHI/l 360p0BI/I: CTUYKH IIpaBuJIa, NPCHOpPAKHU, MOJICKYJIAPHO-ITCHCTCKO HCTPA)KYBAC,

CTUYKU, ITPAaBHU U COHI/IjaJ'IHI/I UMILIINKAIIun



Abstract

Introduction: Among bioethicists and the public, genetics is often considered unique in its
ethical challenges, as medical researchers and physicians increasingly combine genetic
information with a range of non-genetic information in studies and clinical management of
patients with common diseases. For these reasons, the unique genetic challenges must be
constantly re-examined and deepened, which was the motivation for this research.
Genetic/genomic testing (GGT) are useful tools for diagnosis and prevention, as well as for
improving health and treatment. Since GGT deals with sensitive personal information that could
significantly impact the life of the patient or their family, it becomes imperative to consider the

ethical, legal, and social implications (ELSI).

Objectives: To explore and identify literature related to the ethical aspects of GGT at the
international and national level and to make a comparative analysis. To conduct an analysis of
GGT research in countries with different levels of development as well as an analysis of
documents published by international organizations regarding ELSI related to GGT. The aim
of this study is also to determine the main criteria of ELSI and to identify the extent of
application of the basic ethical principles. To evaluate the ethical attitudes and practices of
employees in genetic laboratories in the Republic of North Macedonia and to provide guidelines
for ethical behavior in accordance with the ethical rules contained in international laws, codes,
and recommendations. To evaluate the existence of legal regulation in genetic analyses, as well
as attitudes toward the application of artificial intelligence in molecular-genetic research. To
analyze the obtained results and based on them to give appropriate recommendations from

which legal regulations could arise.

Materials and Methods: The study is prospective, with an analytical approach, and is
conducted at the Institute of Forensic Medicine, Criminology and Medical Deontology of the
Faculty of Medicine at the University "Ss. Cyril and Methodius" in Skopje. In order to respond
to the research questions and objectives set in this paper, we will conduct a search and analysis
of the literature from available electronic databases, namely Medline, HINARI, EBSCO, and
we will analyze the instruments contained in international organizations regarding molecular-

genetic research and their application in practice.

In the first phase of the study, a closed descriptive pilot questionnaire was prepared using the

so-called targeted group methodology, which was placed on the Google Forms platform and



was sent to a predetermined target group of 5 respondents employed in genetic laboratories in
the Republic of North Macedonia via email. In the second phase, a final anonymous
questionnaire was prepared under the title “Comparative Analysis of Ethical Rules and
Guidelines in Molecular-Genetic Research.” In the third phase, an anonymous questionnaire
was prepared under the title “Regulatory Challenges and the Application of Artificial
Intelligence in Genetic Research.” The data were processed in Microsoft Excel® (Microsoft
Corp., Redmond, WA, USA) and STATGRAPHICUS Centurion XVI evaluation (Stat Point
Technologies Inc., USA). Descriptive statistics will be used in the research. The results of the

study will be presented in tables and graphs.

Results: From this study, we obtained views on unconditional informed consent, respect for
the dignity and autonomy of the subject, their full protection as well as the protection of their
family, secure protection of the data obtained from testing, views on the existence of a legal
framework for data retention, the need for patient education, the establishment of a centralized
genetic counseling center, recommendations for the creation of a code of ethics regarding the
ethical, legal, and social implications (ELSI) of genetic-genomic testing, as well as the views

of geneticists on the implementation of artificial intelligence in GGT.

Keywords: ethical rules, recommendations, molecular-genetic research, ethical, legal and

social implications



1. BOBE]]

[TorpebaTta 3a pemaBameTO Ha ETUYKHUTE Mpalllakba MOBP3aHU CO MEAULMHCKUTE
UCTpaXKyBamba C€ 3rojleMyBa OJf JEH Ha JIeH 3apajd eKCllaH3MjaTa Ha MEIULUHCKHUTE
UCTpaXKyBama, IIUPOKUOT CIIEKTAp Ha CIIPOBEyBAaHU UCTPAKyBAaUKU AKTUBHOCTH, 3HAUUTEITHO
MHBECTUPAE BO MEIUIIMHCKUTE UCTPAXyBama (jaBHU M MPUBATHHU) 3rojJeMeHaTa noTpeda ox
eKCIEpPUMEHTHU CO XyMaHU Cy0jeKTH, Iio0anu3aluja Ha HCTPaKyBambaTa Kako U HOBU 00JIaCTH
Ha 3HAuuTelHa €eTUYKAa 3arpWKEeHOCT Kako INTO ce TpaHCIUIaHTalujaTa Ha OpraHuy,

acHCTUpaHaTa PENPOIYKIIHM]ja, TEHETCKHOT HHXHILEPUHT U JPYTH.

Co rnobanuzanyjata Ha MEJUIMHCKUTE UCTpaXKyBama, 3aeJHUYKaTa copaboTKa Ha
pa3IMYHM 3e€MjH BO CIIPOBEAYBAETO HA MEIUIMHCKUTE MCTPAKYBamba, MYJITHIICHTPUIHHUTE
UCTpaXyBama 3a e(uKacHOCTa Ha HOBa Tepamnuja, (opMHpame Ha Mel'yYHapOIHU MPEXH
HAJIO)KyBa BOBEIYBal€ HA YHUBEP3aJHU €TUYKM HPUHIMIM M 3aKOHCKU peryjJaTHBH Ha
17100aTHO HUBO KOM IO/IEIHAKBO K€ I'M OpaHaT MHTEPECUTE Ha CUTE MOMYIalui U MAJIMHCKU

I'pynr, AMTHUTCTOT U MMOYUTTA KOH OCHOBHHUTC YOBCKOBHU IIpaBa.

Toa e mpen c€ mopagu MOXXHOCTa 3a HeelHakBa AMCTpUOYLMja Ha YYECHHUIUTE BO
CTYAMMTE, PU3ULIUTE MEUIIMHCKUTE UCTPaKyBama Ja lIa{HaT Ha TOBAap Ha MAJILIMHCKUTE IPYyNH
Y MOMyJIalliK, KaKo ¥ Ha 3eMJUTE BO pa3BOj BO KOU CEYyIIITE HeMa IPU(PATEHO COOJIBETHU E€TUUKHU
HOPMHU Ha HallMOHAJIHO HUBO, CO TOA IITO OCHEPUTHUTE OJf UCTpaKyBamara K€ I'M KOpHUCTaT

BHUCOKO PAa3BUCHUTC SCMjH.

Mery OuoernyapuTe M jaBHOCTA, T€HETHKAaTa YECTO C€ CMeTa KaKo €JIMHCTBEHA CO
HEJ3MHUTE €TUYKU MPEeIN3BUIM, OUIE]KU METUIIMHCKUTE UCTPAXKYBaUH U JIEKapH CE MOBEKE '
KOMOMHHUpAaT FeHETCKUTe MH(pOpMAIMU CO HU3a HETCHETCKHM MH(OpMAIMM BO CTyIUUTE U
KJIMHUYKOTO YIIPaByBamke CO MALMEHTUTE KOM UMaaT BooOn4aeHu Oosiectu. O THE NPUYHHH,
YHUKAaTHUTE TE€HETCKH MpEeAU3BUIM MOpaaT IOCTOjJaHO Ja C€ MpEeuclnuTyBaarT u

npoz[na60quaaT Ol IITO IMPOMU3JIE3C U MOTUBOT 3a OBa UCTPAKYBAILEC.

[IpomecoT Ha reHeTcKkaTa pyTHHH3AlMja IITO K€ MMa UMIUIMKALMU BO UCTPAXKyBambaTa
U KJIMHMYKATa €THKA KaKo U 33 JABHUTE KOHIIETILIMY 32 TE€HETCKUTE HHPOPMALIK Pe3yITHpa co
rnojaBa Ha HOBU (OpMH BO T€HETCKa MEAMIIMHA MpPU IITO T€HETCKUTEe HHQOpMAIUH Cce
TOJIKyBaaT BO MyJITU(aKTepyjanHa pegepeHTHa pamka. Mako nHTerpamujara Ha reHeTHKaTa BO
MEIUIUHCKUTE UCTPAXKyBamba U TPETMaHU MOXe J1a OHie KOPUCEH KOPEKTHUB Ha MOTPEIIHUTE
MPETIIOCTaBKM 3a TEHETCKUOT €CEHLHMjajau3aM WIH JAeTePMHHHM3aM, PYTHHU3UPAKETO Ha

TCHETUKAaTa MOXKE Ja MMa HECaKaHHW IIOCICIHMIM 3a 3allIThUTa Ha T'€HCTCKUTC I/IH(l)OpMaHI/II/I,
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MEPIUENIUUTE 32 HErCHETCKUTEe HWHQPOpMAIMK U TyOeme Ha pe3ylNTaTHTE O]l TeHETCKUTE
HUCTpaXXyBama, a CO TOoa W Ha HCTpakyBaukaTa M KIMHAYKATa €TUKA. 3rojeMeHaTa
pPYTHHHU3AalIM]a Ha TEHETCKUTE MH(POPMAIUH BPILIK FOJIEeM IPUTHUCOK 32 pa3BOj HA HOBUTE €TUYKHU

MMpECaAU3BULIN.

['enerckoro/renomckoro Tectupambe (GGT) ce kopucHU anaTku 3a JAWjarHo3a |
IpEeBEHIMja, Kako M 3a NoJo0pyBame Ha 3paBjeTO M JIEKYBaWmeTO. YMOTpeOIMBOCTAa Ha
IeHETCKUTE UCTPaXKyBama € IPUCYTHA U BO CiIydauTe Ha (opeH3HuKaTa HJeHTH(]UKauuja.
Baka onTUMUCTHYKH TPEABHICHUTE T€HETCKH MCTPaKyBama HAKAIOCT BO MOCIUHM CIy4au
pe3yaTHpaar co MITETHH U HEeTUYKU MPAKTUKU. THe oJ Apyra CTpaHa co3/aBaaT OapuepHu Ha
HEETUYKO UCTPaKyBame CO LITO CE CIpedyBaar )KMBOTOCHACYBAUYKH U (DOPEH3UYHO KOPHCHU
UCTpaXKyBamba. ['€HETCKUTe M IeHOMCKUTE HCTpaKyBama Ce IOBEKe Ce CIpOBeIyBaaT HU3
[ENMOT CBEeT, HO 3a BOJja HAa BHCTHHATA HCTPAKYBAYUTE W CYOjeKTHTE 3a Haa30p Ha
UCTpaXyBamaTa BO MHOTY 3eMju ce Oopar co erwuku npemuspuiu (1). T'enerckure
uHGpOpMaLMU UMaaT NoceOeH eTUYKH CTAaTyC IUTO € €BUIEHTHO BO MCTpa)kyBaukara 3allTHTa
Kako M BO KJIMHMYKaTa IpakTHKa. Bo ogHOC Ha 3alITHTaTa Ha HCTPa)XKyBameTO Kora
OMoMenMIIMHCKAaTa CTyAHja BKJIydyBa TE€HETCKH aHAJIM3HM, TCHETCKUTE KOMITOHEHTH Ha
CTyaujaTa OOWMYHO Ce€ TpUMapHH W pedEepeHTHH paMKH 3a OICHYBAalkEe HA ETHUYKHUTE
npeausBuiy. bunejku GGT ce 3aHMMaBa cO YyBCTBUTENHHU JUYHU HH(pOpMALMMU KOU OU
MOJKelle J1a BIMjaaT 3HAYUTETHO Ha )KUBOTOT Ha MAIMEHTOT WJIM HETOBOTO CEME]CTBO, CTaHyBa
UMIIEPATUB Jla Ce€ 3eMaT MpEeABUJ E€TUUYKUTE, MpaBHUTE M couujanHu umiukanuu (ELSI).
Cekoja nHIUBHUAYa KOoja paboTH BO OMOHayKaTa Mopa Jia ce IpUJIp>KyBa Ha IPUHLMIIUTE Ha
OuoeTHkara, a Toa 3Ha4d IMOCTOJaHO Jla € OJrOBOpPHA 3a JIOHECYBame€ Ha €THUYKU OJUTYKH.
CMmetame Jieka HajrosieMaTa MPOMEHA BO OJHOC HA €THMUYKUTE Mpallamka BO OMOMeIUIMHATA
NIPOM3JIe3€ O/ CEKBEHIIMOHUPAKETO HA YOBEUYKHOT TEHOM W O]l HOBHTE OMOTEXHOJIOTHH KOU
OBO3MOJKYBaaT THjarHOCTUYKH TPUCTAN U HOBU MOYKHOCTH 32 JIGKYBame M TPEBEHIIMja Ha
6onecture. ['eHerckute HHPOpPMAMM MOXAT Jla HMaaT BaXKHU HUMIUIMKAMK M 32
NalMEeHTUTE/UCIUTAHUIUTE U 32 HUBHUTE POJHUHH, KaKO M 3a 3aeJHMIIATa BO KOja KHBeatr

COT'JIaCHO Ha TOa U CO LCJIOTO OMIITECTBO.

Hamopure 3a ycornacyBame Ha €THYKOTO OIIEHYBamke BO CBETOT Tpeba Ja T 3eMaT BO
MPEIBU]] 3HAYAJHUTE PA3IUKH BO MHCTUTYIIUUTE, BPETHOCTUTE, TPABHUTE PAMKHU U KYJITYPHUTE
MPAKTUKH HITO TIOCTOjaT MoMery pa3InyHu 3eMju U perioHu. OBue pa3inku He UMILTUIUpPaaT
aBTOMATCKH JIeKa HE € MO)XHa HUKaKBa XapMOHH3alHja (1a ce Kake JeKa MCTOTO Ou Tro

OHCBO3MOXHNJIIO ITOCTOCHCTO HaA Mef‘YHapO,I[HI/ITC 3aKOHH H CTaHI[ap,Z[I/I), HO THUC MOXaT Ja
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UMILIHLUPAAT JIeKa HEe MOXKE JIa Ce yCOIJIacH CEKOj €JIEMEHT BO €THYKaTa MPOIICHKA M JIeKa
Tpeba na wma (QIIEeKCHOMIHOCT BO (QopMmylanyjaTa ¥ TOJKYBamETO HA MEryHapOJHHUTE

CTaHJap/IH.

HarnmonamuuTe W pernoHATHUTE PA3NIMKH INTO Tpeda Ja ce 3eMaT MPEeIBHIl MPHU
yCOTlacyBamke HajMaJIKy Ce CICIHUBE: PA3jMKH BO CHCTEMHTE Ha BPEAHOCTH, PA3IUKU BO
HAI[MOHAJHUTE MPAaBHU CHUCTEMU; PA3IUKU BO TOJIKYBAHETO HAa MEI'YHApOJIHUTE IMpaBHU U
pEeryJlaTOpHH pPaMKH; pa3MKU BO MHCTUTYIMOHAJIHATa CTPYKTypa Ha 3eMmjaTa WU
OpraHm3alyja Ha CHCTEMHTE 3a UCTPpaKyBarmbe U nHoBauH (R&I); o1 jaBHUOT ¥ O] MPUBATHHOT
CEKTOp, BKIIy4yBajKH T'M U PA3IUKUTE BO MHCTUTYIIMOHAIHATA CTPYKTYpa, BIIaJiHa KOHTPOJIA,
pacxoauTe, HUBOTO Ha 3HACHE, CEKTOPCKaTa OpUEHTAIMja U IPYTU PA3IUKU BO UCTOPUCKUOT
pa3Boj Ha R&I ¥ jaBHHTE MOTUTHYKH TUCKYCHH 32 HETOBOTO 3HAYEH:-€, COLIMjaIHUTE BIIMjaHH]a

U CTUYKUTC aCIICKTH.

Cryauute Ha ELSI umaar 3a uen na rv uMAeHTHU(PHKYBaaT U MO MOXKHOCT Ja TH
SJIMMUHHUPAAT TPIKUTE MPEIU3BUKAHU O] HAOAUTE OJ] TCHOMCKHTE HUCTPaXKyBarmba, OJHOCHO
COCTOjOMTE Kaj IMOCAMHIIUTE, HUBHOTO CEMEJCTBO M 3aeaHmiara / ommrectBoro. Cermak,
MOCTOjaT KBAaHTHUTATHBHU M KBAJIMTATUBHU HECOBIAlamka BO JIMTEpPATypaTa 3a ONMUIIYBamkbe HA
eJIEMEHTUTE KoM 00e30eyBaaT HHIUBUAyau3upana coapxuna 3a ELSI crynuuTte, a TakBuTe
npoOIeMH MoXar J1a pe3yJITUpaaT co Ae3uHpopMauu Ha naueHTute (2). OBue HecoBnarama
ce 3a0enexaHu U BO MeI'yHapOJHUTE TIOKYMEHTHU 00jaBEHU 0] Me'yHapOJHUTE OpPTraHU3alINH.
He mocTom jacHa QWCTHMHKIMja 32 Toa JalHM €JIEMEHTHTE Ha TpOoydyBamara ImpuraraaT Ha
€TMYKOTO, IPAaBHOTO WJIM COLIMJATHO T0JIe; IIOHEeKorall THe ce caMo nutupanu kako ELSI (3-
5) u ce HapeKyBaaT caMO €THYKH NMPHHLUIHN MAaKO IO BKIy4dyBaaT MPAaBHOTO M COLMjaTHOTO
nosie (6). JlomomHuTenHo, MOCTOjaT pa3juku BO Toa KoKy W Ha kou ELSI xputepumu

npunaraart (3,7).

HctpaxxyBamara BO KOU C€ BKIIyY€HU YOBEUKH Cy0jeKTH MOXaT Jja MPUABUKAT TEIIKH
U BaOXHU €TUYKH, NMPABHU M COLMjaTHHU mpamama. Obiacta Ha HCTpakyBaukaTa €THUKa €
IIOCBETEHA HAa CUCTEMATCKa aHAJIM3a Ha TaKBHUTE Ipalllamka 3a Ja Ce OCUI'ypa 3allTUTaTa Ha
YUECHMIIUTE BO CTy/IMjaTa, a Ha KPajoT JAeKa KIMHUYKO- TeHETCKOTO HCTPAXKYBAbE € CIIPOBEIHO
Ha HAYMH KOj UM CIYXH Ha 00jeKTUBHUTE MOTPEOM HA YYECHUIIUTE U Ha OMIITECTBOTO KAaKO
1enuHa. MHOTY of €THUKHUTE Ipalllamka ce 10jaByBaaT BO TEKOT Ha €KCIIEPUMEHTHUPAETO CO
JTyfeTo, Kako LITO ce THE OKOJy MH(POPMHpaAHATa COIIACHOCT, JOBEPJINBOCTA, JODKHOCTA Ha

JICKApOT Oa CC I'pHUKU 34 MAOUCHTOT HWTH., @ KOU YCCTOIIATU CC MPCKIIOIYyBaaT CO CTUYKUTEC
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npamiama BO KIMHUYKAaTa mpakca. Meryroa, MOCTOjaT CUTHU(DUMKAHTHH PA3IUKd Mery
UCTPa)KyBauKUTE aKTHBHOCTU M KJIMHHUYKAaTa Mpakca. Bo KIMHMYKaTa Mpakca JIEKapoT hMa
jacHa 0OBpCKa KOH MAIMEHTOT, J0JeKa BO HCTPaXyBamkeTo 00BpPCKaTa OCTaHyBa, HO MOXKE J1a
J10jae BO KOH(IUKT co Apyru oOBpcku U ctumyamnuu (8). McrpaxyBadoT nma oOBpcKa aa ce
HOTPYXKH HAOJUTE O] CTy/AMjaTa Jla c€ BAIMIHHU W PEIUIMKAOWIHYU IITO UMa UMIUIMKAIUK Ha
JIM3aJHOT U U3BeyBamkeTo Ha cryaunte. CTyaujaTa Mopa aa Ouje qu3ajHupana Ha TAKOB HAUWH
HITO HAa UCTPAXKYBAYKOTO Mpaliame ke OuIe OArOBOPEHO BEPOIOCTOJHO M €(PUKACHO; JTIOBOJICH
Opoj Ha MaIMeHTH MOpaaT Jla OUAAaT 3alKIIaHd BO Pa3yMeH MEPHO/I; YISCHHUIIUTE BO CTyAUjaTa
Mopa aAa ro mnpudaraT co JIOJEIEHHOT TpPeTMaH. 3a YCHEIIHOTO 3aBpIIyBame Ha
UCTPaXKyBAauKHOT IPOEKT MOYXKAT JIa ce J0OMjaT 3HAYUTEITHH Harpaay Kako ITO ce OOHOBEHO
(uHaHCHpame, aKaJIEeMCKO YHAIPEIyBambhe, 3r0JIEMYBambhE Ha TUIATHTE, TOYUT OJ1 KOJICTUTE U BO
HEKOM CJIy4au cjiaBa. 3a >kajJ BO rojieM Opoj Ha UCTpakyBaukM CTyJuM OnarococrojOata Ha
MOCJIMHY TAIIMEHTH € )KPTBYBaHA HAa OBME KOHKYpPEHTHHU MHTepecu (9). Paznmunurte eTHuku
MIPUHIIHIIY, IPABHU Oaparma 1 MOJIMTUYKY H3jaBu ce GopMysIipaHu Bo OOHT 1a Cce OCUTYpa JIeKa
KJIMHUYKUTE UCTPAXKyBarba Ce CIIPOBEIYBAaT BO COIACHOCT CO HAJBUCOKUTE HAYYHH M €THYUKU

CTaHJap/IH.

1.1. 3omrTo erukara BO MOJIEKYJIAPHO - TCHETCKHUTE HCTPpakyBamba € BakHa 3a

MeAUIIMHATA

He mocrom CAWHCTBCHO CTHUYKO IIpallarbCe WU Ipallalke U KOHCTaTaIII/Ija aITo 1o
o0euHyBa IMOJIETO Ha TeHeTHKaTa. MH(popMmupaHaTa COIJIACHOCT, JOBEPIMBOCTA, KaKO M
MNOTEHIIMjaJIOT 3a COLMjaIHa IITeTa U ICUXUYKO BO3HEMUPYBAHE C€ OCHOBHUTE Mpalliamka ITo
JeKapuTe BKJIYYEHH BO TECTUPABETO € MOTpeOHO Aa I'Mm pa3depar M Kako TakBU Ja TH
npuMenyBaaT. [IpumepuTte Ha ciiydan Bo mpakTUKaTa HOTPeOHO € Ja 6uaar pokycupanu dbapem
Ha JBET€ OCHOBHHU IIpallama, a TOAa CE€ COTJACHOCTa 3a TEHETCKOTO COBETYBamE U
nosepiauBocta. Toa e miay3abuiiHo Bo paboTaTa Ha CeMejHUTE JJOKTOPU KOM Ce COOYYyBaaT CO
NalMeHTH Kaj KOM CeMejHaTa MCTOpHja W/MIM TE€HETCKOTO TeCTHpame Moxe jaa obe30ean
BpeIHU TeHeTcku uHopMmanuu. besmoroBopHo mopa na ce mnpudaTd U MNpakTULUpa
J00MBamkeTO Ha MHPOPMHUpPAHA COTTIACHOCT MPE]] 1a Ce CIPOBEAAT TeHETCKUTE TECTOBH CO IIITO
npes cé¢ MaluMeHTUTE YYeCTBYBAaaT KakO HEOCHOpHO TIJlaBeH (HaKTop BO OJUIYKUTE 3a
JIeTepMHUHUPake Ha HUBHATA 3paBCTBEeHA 3aIuTUTa. [I[pMHIMIOT HAa HH(pOpPMHpaHa COTTIaCHOCT
€ HIMPOKO NpudaTeH U ce cMeTa 3a CToJI0 BO MpaKkTHKaTa Ha OuoeTtnkaTa. Mako cama mno cede
HE 3alITHTyBa JHYHOCT, MHPOPMHUpAHATA COTIACHOCT MM OBO3MOXKYBa Ha MOCTUHIIUTE JIa TO

HCKOpHUCTAT CBOCTO OCHOBHO IIPAaBO Oa OIYyYyBaaT AaJIM U KAKO HUBHOTO TECJIO, ACJIOBHU O
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TEJIOTO U TIOBP3aHHUTE CO HUB MOAATOIM K€ C€ KOPHCTAT BO HUCTpaxyBameTo. JloOuBameTo
uHpOpPMHpaHa COTJIACHOCT OCOOEHO 32 T€HETCKOTO TECTHUpPAIE € IMPEIU3BUK CO Orjie] Ha
CIIOKEHOCTA Ha TEHETCKUTe MH(OpMAlUH, YeCTO KOHTPAaBEp3HATA MPHPOAA HA KIMHUYIKHTE
OIIIMM KaKO LITO C€ Ha MpHMep abopTyCOT WM NpoduIaKTHYKaTa XUPYpruja co HEermo3HaTa
e(pUKAaCHOCT UM TMOCIENOBAaTEIHUTE COLMjaTHM U Icuxosomku ummomkammu  (10,11).
[Ipumenara Ha nH(pOPMUpPAHATA COTJIACHOCT HaWyBa HAa MOTEMIKOTUH BO ClTy4yaj Ha OM0OaHKH
O] TOJIEMH Pa3Mepu KOM YECTO Ce JIOHTMTYJMHAIHU M Oapaar oOeMHA pa3MeHa Ha TKHBO U
nogarouu. Ce 3eMa MPUMEPOK BO MPEHU3EH MOMEHT, IIOTOA C€ KOPHCTH BO TEKOT Ha BPEMETO.
Oga renepupa OpojHH JUCKYCHH, OCOOCHO 3a IIUPOKaTa COTJIACHOCT M CeKyHapHaTa yrnorpeba
(12,13). IIpamameTo 3a ceKyHIapHaTa ynorpeda Ha CKJIAAUpPaHUTE YOBEUKU MPUMEPOLH I10
NpaBWJIO C€ jaByBa M HE Tpeba Ja ce 3aHeMapH, MaKO THE YECTO C€ HENPEABUIIMBH BO
MOMEHTOT Ha 3eMambeTO Ha MOCTPH. [ TaBHUTE €THYKH Ipaliama ce OJHeCyBaaT Ha: CTEIIaHOT
Ha KOMIUIEKCHOCTA Ha J]aIecHUTe MHPOpMaIK, IoTpedara o1 HOBa MHIWBUAYAJIHA COTIIACHOCT
pH cekoja ymoTpeba M KOj omlIydyBa Mo OBa mpamame. Ke pomagame, pesyiaTaTHTE O
TEHETCKHOT TECT HE C€ YeCTO NPHUAPYKEHH CO M3IJICUTE 3a TPETMaH, JIEKyBamETO U
U3JIeKyBameTo. Bo THe ciryuan Mopa 1a ce 3eMaT BO MPEIBU/ MOTEHIMjaIOT 3a TICUXOJIONIKA
IITETa ¥ BUCTUHCKA WJIM YMHUCIIEHA COLMjalHa TUCKpuMuHanuja. CaMuTe ManueHTu Mopa Ja
Oouaat yoeneHu 1alii KOPUCTa O] TECTUPAETO € BPEIHA Ha PU3UKOT, HE3aBUCHO OJ1 IOOMEHUTE
yBepyBama MpH T0OMBaKkETO Ha MH(POpMHUpaHaTa coriacHoCT. Kora reHeTcKoTo TecThpame €
JIeNl O UCTPaXKyBamhETO, LEJITa HAa UCTPaXyBamkEeTO MOpa Ja My OMJe jacHa Ha MAlUeHTOoT, a
HECUTYPHOCTHTE € MOTPeOHO /Ja Ce OCTpaHaT Ipel MOTHHIIYBameTO Ha WH(pOpMHpaHaTa
cornacHocT (14). Ha TakoB HauMH McUTaHUIUTE 100MBaaT BO3MOXKHOCT J1a ja KOHTPOJIUPAaT
ynoTtpebara Ha CUTE METUIMHCKM MHpopManuu 3a ceOe BKIYYMTENIHO M reHerckute (15).
[IpenBunyBaukata WM TNpOLIEHYyBaukaTa MpHpPOJia HAa TEHETCKUTe HHGPOpMAlMM HMaat
BPEIHOCTH 32 IUIaHEPUTE Ha 3PaBCTBEHA 3aIITUTA, OCUTYPUTEIINUTE U JIyF'€TO KOU T' OIIeHyBaat
JOJITOPOYHUTE IPUKH, KaKO LITO C€ THE BO 00pa30BaHUETO, U300p Ha Kapuepa U N30erHyBame
pPHU3UIIM KOM C€ OJHECyBaaT Ha MOXKHUTE 3/IpaBCTBEHH MpOOJIEeMH, a CETO Toa BO IOJ3a
3alITUTaTa ¥ yHAIIPeyBameTo Ha 31paBjeTo (16). Yurre noseke mTo 06jeKTUBHO MOCTOCYKUTE
MOYKHOCTH 32 JIUCKPUMMHAIMjaTa BO OCUTYPYBAaETO ja MPaBH JOBEPIMBOCTA Ha T€HETCKUTE
uH(popmManuu ymre noBaxsa (15, 16). Ho, nexapure tpeba a ce morpuxar, malueHTUTe 1a
pas3bepar jieKka 1o TeHETCKOTO TECTUPame MOXKe Jla OuJle 3acerHaTa HUBHATA CITIOCOOHOCT J1a ce
KBAJM(HUKYBaaT 3a OcUrypyBame. lMako, BKIIyuyBameTO BO KIMHHMYKaTa €BUJCHIIMjAa Ha

pe3ynTaTuTe Off TEHETCKOTO TECTUPakE HE € ceKorarl cooBeTHo (17, 18).
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['eHeTCKOTO TecTUpame OTKPHUBA CHEITU(PUIHA MyTaIlUU BO TEHOMOT Ha MAaIl[MEHTOT 3a
uacHTH(GUKYBame Ha MOHOTeHH O0oJiecT. CIPOTUBHO Ha TOA, TEHOMCKOTO TECTHPAHE OTKPUBA
(dhakTOpH Ha PU3UK W MPEIUCIIO3UIIM]ja 32 OOJECTH KOW BKIIy4dyBaaT MoBeke of efeH reH (19).
Taka GGT orkpuBa kapakrepuctukd Bo JIHK Ha mamwieHTOT mITO MOXAaT Na BiHjaaT Ha
3/IpaBjeTO Ha YOBEKOT, @ UM TIOMara Ha JIeKapuTe Ja ro Crpedyar Wwin 6apeM Ja ro oJUIoxkar
M0jaBYBamkETO HA OOJIECTUTE; 1a TO MPOIICHAT PU3HUKOT O]l jaBYBEHE HA 00JIeCTa Kaj WICHOBUTE
Ha CEMEJCTBOTO M Jia c€ M30erHaT PU3MIMTE O] MpeHecyBame Ha moTomiuTe (20). bunejku
GGT ce 3aHMMaBa cO TaKBU YYBCTBUTEIHH JIMYHU WH(GOpMALMU KOU OU MOXKelle 3HAYUTEITHO
Jla BJIMjaaT Ha )KUBOTOT HA MAIIMEHTUTE WM HUBHUTE CEMEjCTBA, CTAHYBA UMIICPATUB 3EMAHETO
BO TIPESIBHJl HAa CTHYKUTE, NPABHUTE M COLHJATHUTE pPa3MHUCIyBamka IPH HUBHOTO
npakTukyBame (2). Ctynuute 3a ELSI dhopmanno 3anounane ymre Bo 1990 ronuna kako nen
OJ1 TIPOEKT 32 YOBEUKHOT I'€HOM, CO IIeJ Ja c€ UICHTHU(HUKYBaaT U J1a ce coodar mpodiieMuTe
IITO T MPEAN3BUKYBa TEHOMCKOTO HMCTPaKyBame INTO MOXKE Ja BiHMjac Ha ITOCJAMHIINTE,
HUBHHTE WICHOBM Ha CEMEJCTBOTO M Ha ommTecTBOTO BO nenuHa. Ctyauute Ha ELSI ce Bo
MOCTOjaHa €BONylMja U eKcraH3uja. KoMIekcHuTe BpCKU MoMely eTUYKUTE, MPAaBHUTE U
COLIMjalTHUTE CTYANH pe3ynrupaat co TepMuHOT ELSI 3a na 6uaar careHn Kako MHTErpaiHo
MHO>KECTBO HAaMECTO arperaT Ha He3aBUCHH enemeHTH (21). JlomoaHWTENHO MOCTOjaT
KBAaHTHTATUBHA W KBAJIUTATHBHU HECOBIArama BO JIUTEpaTypaTa KOra ce OIHIIyBaaT
eJIeMEeHTUTE Kou 00e30e1yBaaT CoApKIHA Ha cekoe mose o ctyaunte Ha ELSI Bo onHOC Ha
T€HOMCKOTO ¥ TeHETCKOTO TECTHPAaE, KaKo M JaBHOTO 3/]paBje Ha TeHOMUjaTa U reHeTukata (95,

22,23).
1.2 lepunupame Ha napamerpurte Ha ELSI

JeduHrpameTo Ha mapamMeTpuUTe 3a €THYKOTO, IPAaBHOTO U COLMJATHOTO IOJIE € OJ
CYLITHHCKO 3Haueme 3a Ja ce M30erHarT HejacHOTHMHU Kora ce Kopuctu akpoHumor ELSI
Chameau u cop. 1aBaaT HACOKM M jJaCHO T'M WICHTU(UKYBaaT W OJAETyBaaT ETHUYKUTE,

IPaBHUTE U COLMjAIHUTE Mpalllakba BO HayKaTa U TeXHosorujata (24).

EtnukuTe xputepuymn ce 1epUHUpaHN KaKO OHHE KOM CE 3aCHOBAaT HA OMOCTHUYKUTE
NPUHIIMIIA Ha JOOPOTBOPHOCT, HE3MOOHOCT M aBTOHOMHja (25), BKIy4yBajKM TM U OHHUE
KPUTEPUYMH KOU C€ OJHeCyBaaT Ha MOYUTYBAETO HAa YOBEKOBUTE IpaBa U JIOCTOMHCTBO.
[lpaBHUTE KpuTepuymu o00e30emMyBaaT HACOKM 3a pETyJHpamke Ha aKTUBHOCTUTE Ha
unauBuayute BKiIyuyeHM Bo GGT, ocobeHo oHHME KOM OBO3MOXKYBaaT OBJIACTYyBamba,

OrpaHUYyBarba U MPOIeypH 3a JOHECYBAbE OJUTYKH (ILITO CE OJUTydyBa, KOj OJUTy4yBa M KaKo
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ce OJUIyyyBa) Taka INTO TrapaHTHpa 3alllTUTa Ha MpaBaTa Ha BKIYYCHUTE HCHUTAHUIIM.
ConjanHuTe KpUTEPUYMH ce TePUHUpPAHN KaKO TaKBH IITO CE€ OJHECYBaaT Ha MPUHIIUIIOT HA
nmpaBaa, pazdpaHu Kako JUCTpHOYTHMBHA Mpapaa Oa3upaHa Ha OHA IITO € IMOXKEIHO J1a Ce
MOCTUTHE BO €IHAKBO IpaBenHo ommTecTBO. [llema Ha cexoe mosie mto ro counnysa ELSI u

BPCKUTE MOMely IIOJIMIaTa € UIIyCTPUPAaHO CHHONTHYKY BO Purypa 1.

|

r
I M ernarm I
\

--_J

! ]

{_' = {_""'\ {-""\
| MPABHU =) | COUMUIANHU |¢—»| + :
| | \

—— - -—— - ——— - —

—]

=== N1dY3HU rpaHULM nomery ELSI nonuma ¢==) Peunnpounn nosp3ysarwa nomery ELSI nonurba
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@urypa 1 EJICU u HuBHUTE Mel'yceOHH BPCKU

Etnukoto mose ondaka NoYnTyBamke Ha YOBEUKUTE IpaBa M IMPEOBIAJyBa HAIl CUTE
HAay4YHH, €KOHOMCKH, COIMjaHU WKW KOMEPIMjATHH HHTEPECH, JETyBajKu KaKo CTOJO 3a
OCTaHATUTE TOJIMIa OMIEjKU ce MOBP3yBa BEPTUKATHO M XOPU3OHTAIHO CO CUTE O] HUB.
JIBOHACOYHMTE CTPENIKM yKaKyBaaT Ha PELUIPOYHU BPCKU MOMely CUTE MOJUEba Ouaejku
CeKorall uMa BPCKU Mely HUB U TEIIKO MOXeE Jla ce MpOoydyBaaT n3oiMpano. HemmeHnyBaHOTO
II0JIE O3HAYEHO CO ,,+* O3HadyBa OYEKYyBakE€ HAa WJHO BKIYYyBame€ Ha JOINOIHUTEIHH

emnemenTH Bo ELSI ctynuute (26).

[ToxeranHo 3a gomnpernu3npame Ha ocHOBHUTE mapamerpu Ha ELSI moTpedHo € nma ce
3€MaT BO NPCABUA: pa3JIMKH BO CUCTEMHUTC Ha BPEAHOCTHU, PA3JIMKN BO HAIMOHAJIIHUTE IIPpaBHU
CHUCTEMH; PA3JIMKU BO TOJIKYBAaKETO HAa MEIYHApOJHHUTE MpPaBHU M PETYIATOPHU PaAMKH;
pa3NKyd BO MHCTUTYIIMOHATHATA CTPYKTypa Ha 3eMjaTa WM PErHOHOT, BKIYYYyBajKH TO U
€KOHOMCKHOT CHUCTEM U CUCTEMOT Ha BIIaJIeCHE; pa3INKy BO OpraHu3aliijaTa Ha CUCTEMHTE 3a
UCTpaXKyBame U MHOBALIUU OJ1 JABHUOT U O] IPUBATHUOT CEKTOP, BKIYUyBajKU T U Pa3TUKUTE
BO MHCTUTYLHOHAJIHAaTa CTPYKTYypa, BJIaJIMHATa KOHTPOJA, PACXOAUTE, HUBOTO HAa 3HACHE,

CCKTOpCKaTa OpI/ICHTaHI/Ija U Opyru; pas3jimKu BO UCTOPHUCKHOT pa3Boj Ha HUCTpaXXyBamaTa U
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WHOBAIIMHTE, JABHUTE U MOJIUTUYKHU TUCKYCUH 32 HETOBOTO 3HAYCH:E, COIIUjATHUTE BIIMjaHH]a U

ETUYKUTE actieKTH (27).

OBue eneMeHTH BO 3aBHCHOCT O]l BHJOT Ha MCTPaKyBamETO ja OBO3MOXKyBaat
TakaHapeueHaTa (pIeKCUOMITHOCT WU “(PIIeKCHOMITHOCT” IITO BO CYHITHHA TH JETEPMHHHPA
Bo3MoxkHOcTHTE 32 GGT BO 3aBUCHOCT O JApKaBaTa KaJe LITO TUE ce NpUMEHyBaar. Tue
€JIEMEHTHU 'Y IETEPMUHUPAAT CTETNIEHUTE Ha HUBOTO HAa BO3MOXKHOCTUTE 32 GGT 1 MHIMPEKTHO
300pyBaaT 3a cocrojOaTa Ha Jp)kaBaTa OJl HOJUTHYKH, €KOHOMCKHM M COLIMJaJeH AacIIeKT.
[ToeqHOCTaBeHO Ka)kaHO HE C€ IMpaBH JUCTUHKILHMjAa TOMely MalUueHTUTE TYKy C€ MNpaBU
I[I/ICTI/IKHL[I/Ija BO MOKTa Ha ApXaBaTta Ja MM IIOMOTHC Ha HWHIAUBHUAYHUTC IPH HHUBHOTO

,I[I/IjarHOCTI/IL[I/IpaI-LC H TCPAIICBCTKHU Sa(l)aTI/I.

[TpuHIMNIMTE HA ABTOHOMU]a, IPHUBATHOCT, IOBEPJIMBOCT U MPABUYHOCT J1aBaaT rojema
TE)XMHA Ha MpaBaTa Ha MOeAMHLUTE J1a HocaT JUYHU o/utyKu. Cenak, MHAUBUyaTHUTE IIpaBa
He ce 0e3 rpaHuiy, a o0lacTa Ha T€HETHKa MOKpEHYBa BaXKHM Ipalllama KaJe 3aBpllyBaaT
UH/IMBUYaJIHUTE MIpaBa U KaJie 3all04YHyBaaT OJrOBOPHOCTUTE KOH €[Ha rpyrna, Kako IITO €

CEMEjCTBOTO HJIH MOIMIMPOKOTO OMIITECTBO.
1.2.1. le¢punupame HA eTUYKH PUHITHITA
1.2.1.1. Uu¢dopmupana corjiacHoOCT

HNudopmupanara coriacHocT € (hyHIaMeHTaIHa OCHOBA Ha €THKaTa BO UCTPaKyBamara
Ha ayre. (OHRP & DHHS Citation 2018; National Commission for the Protection of Human
Subjects of Biomedical and Behavioral Research (NCPHS) Citation 1979, (28, 29). [Tpunuunot
Ha MH(QOpPMHUpaHa COIJIACHOCT € OCHOBAa Ha INpeMucaTa JeKa MalUeHTUTe/ YYECHUIUTE BO
UCTPaXXyBambeTO MOXKAT Ja JIOHecaT aBTOHOMHHM OJUTyKHM 3a TOoa JajM Jla ce MOAJOoXaT Ha
TeHETCKO TecTUpame. BO TEeKOT Ha M3MUHATHUTE HEKOJKY TOIWHM, paboTHaTa Tpyma 3a
M3TOTBYBAaKE MPENOPaAKU 3a COTJAcCHOCT U obenoaeHyBamwe Ha nogarouute (The Consent and
Disclosure Recommendations workgroup -CADRe) ro mocaraBuja mpamameTo Kako Aa ce
»APTUKYJIUpPaaT MOjaCHO M IOEIHOCTAaBHO WH(pOpPMAlMUTE Mpea Ja 3arovyHaT TeHETCKHUTE
tectupama‘“(30). Toa moegHOCTaBEHO W TPWIATOJIEHO HA TMEPCOHAIM3HUPAHOTO HUBO Ha
Pa3OUPIMBOCT 32 HCITUTAHUKOT OBO3MOJKYBA TIOBEPOIOCTOjHH OJIrOBOPH KO HE caMO IITO Ke
UMaaT UHUBHIyalTHa BPEJHOCT TYKY BO LIEIOCT K€ OBO3MOXKAT BEPOJJOCTOEH U CO TOA KOPUCEH

npucTam BO rcHETCKUTC UCITUTYBAaka U JICKYBaha.
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['maBHaTa yjora v CEKako I0Ji3a Ha YYECHUIIUTE BO HCTPAXKYBAHETO € J1a CIIyKaT KaKo
M3BOPHU Ha IMOJATOLM, a JOJDKHOCTA HAa UCTPAXKyBAauMTE € ,,Ja 'O 3alITUTAT HUBHUOT XKHUBOT,
3[paBje, HMHTETPUTET, IOCTOMHCTBO, IPABOTO HAa CaMOOIPEACIyBamke, IPHUBATHOCTA U
JIOBEPIIMBOCTA 32 JIMYHUTE HH(POpPMAauu Ha CyOjeKTHTE Ha HCTpaxyBame. l[lpamramara
COApXKaT OMIUTH TNPHHLUMIN BO BpPCKa CO MPOLEHKaTa Ha PU3MKOT, HaydHHTE Oapama,
OPOTOKOJIUTE 32 MCTPAXYBake M pErucrpanuja, (QyHKIHMjaTa HAa ETHYKUTE KOMHUTETH,
ynoTpebaTta Ha 1uianedo, oapeadHuTe 1Mo UCIUTYBAkETO U 00jaByBambETO HA MCTPAXKYBAHETO
(31). buaejkn mpumapHara Ien € HacoueHa KOH HAyYHOTO HCTPa)KyBamkbe HAMECTO KOH
NAIMEeHTOT MOpa Ja ce 00e30e1aT TOMOIHUTENIHN PEIEBAHTHH MH(POPMALIMU BO KIMHUYKHUTE

WCIIUTYBakha WM UCTPAKYBAYKUTE CTYIUH BO popMa HA MH(DOpMHpaHA COTIIACHOCT.
1.2.1.2. UcTopuja Ha ”HPPOMHUPAHATA COTIACHOCT

HNudopmupanara cOrJIaCHOCT € MpOLIeC CO KOj JIeKapuTe ¥ OHOMETUIIMHCKHTE
UCTPaXyBauu J0OMBaaT aBTOHOMHO OBJIACTYBAI€ 32 y4ECTBO BO METUIIMHCKOTO UCTPAXKYBabhe
WM MeJuIuHcKara naTepBennyja (32,33). [IpunnunuTe Ha MOYUT JOOPOJETEICTBO U MpaBaa
ru popMupaaT TeMeJnuTe Ha MHYOPMHUpaHaTa COTIACHOCT KOja cama o cebe € 3aCHOBaHa Ha
Tpu (GyHIAMEHTAIHU €JeMEHTH: HH(pOpMHUpame, pa3Oupame Hu JOOPOBOIHO YYECTBO.
Konuenror Ha  uHpOpMHUpaHa  COTJIACHOCT  €BOJyHpamie oOJf  Hujaejata  JieKa
NalMEeHTUTE/yYeCHUIIUTE BO UCTPAXKYBaHETO MMAaT MpaBo J1a JIOHECYBaaT aBTOHOMH OJUTYKH
3a HUBHUTE Tena. MenuiuHckaTa MH(QOpMHIpaHa COTIacCHOCT, 0€3 pa3inKa Jalu € KINHIIKA
wim e (OKycHMpaHa Ha HCTpaKyBame, IPETIOCTaByBa IOCEAyBame HA KalalHUTeT 3a
JIOHECYBam€ Ha OJUIyKH Ha JIMLETO KO€ JaBa COIJIACHOCT, JOOPOBOJHOCT M pa3bupame Ha

nobuenute uHpopmarmu (34)

JlobuBame Ha HMH(POpPMHpaHa COTJIACHOCT € Ipouec. Bo ycloBM Ha T'€HETCKO
COBETYBamb€ OBOJ MPOLIEC TeHEPATHO MOBJIEKYBa Pa3roBOp BO KOj JIEKApOT WU UCTPaKyBayOT
npeHecyBa HMH(pOpMaIMM 3a MEAMLMHCKaTa HHTEPBEHLMja WIM HMCTpaKyBaukaTa CTyIuja
BKJIy4yBajKH 'l TOBP3aHUTE PU3HUILIU U MPUAOOUBKY, a MAUEHTUTE/YUECHULIUTE NTPEHECYBaaT
uH(pOpMallMK TMOBP3aHU CO 3/paBjeTo, OYEKyBamaTa, MPUOPUTETUTE, MpePepeHluuTe u
rpuwxute. [Iporiecor Ha MHPOPMHUpaHA COTTACHOCT c€ JOKYMEHTHpa MPEKy MOTIHUIITYBake Ha
dopmynap 3a nHpopMHpaHa COTIACHOCT. BeylHOCT BO MOTOJEMHUOT JIeNl 0/ MCTOpHjaTa Ha
MEIUIIMHATA, MEAUIIMHCKUTE €TUYapH MOBEKE Ce 3aHMMaBajie CO Toa Kako Hajao0po ma ce
COKpHjaT MH(OPMALIMKTE IITO NOTEHLMjaTHO IPEIU3BUKYBaaT CTpeC Kaj MalMeHTUTE 3a J1a ce

HaMaJId ITETaTa 1 aHKCHO3HOCTA. ﬂypI/I n XI/IHOKpaTOBaTa 3aKJICTBA T' oxpa6pH JICKapUTC na
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TU JIpKaT CBOMTE MaIlMEHTH BO TEMHHHA KaKO CPEJICTBO 3a 3allTUTa 0J1 HenoTpedaH crpec (33).
Hypu Bo 1947 rommna HupHOepmkuoT koA, CO3[aJ€H KAaKO OJrOBOpP Ha MEIUIIMHCKUTE
EKCIICPUMEHTH CIIPOBEJICHH BO HAIIMCTUYKUTE KOHIICHTPAIIMOHH JIOTOPH, ja yTBpAH oTpedara
3a 00pOBOJIHA MH(POPMHUPAHA COTIACHOCT BO BPCKA CO PU3UIIUTE U pUI00uBKUTE. MeryToa,
TOj HE Mpeuu3upa KakBu nHpopMaruu Tpeda 1a ce mpeHecaT Ha MOTCHLIUjAIHUTE CY0jeKTH 3a

ucTpaxysame (35).

HNudopmupanara coriacHOCT HE € caMO €THYKH U MOpAJIeH KOILeNT TYKYy M IpaBeH
KOHIIENT Pa3BUEH BO CYy/JOBUTE, TIOYHYBAJKU OJl CEpHja CIydyaWl BO IEJIECETHTE TOJWHU Ha
MUHATUOT BeK (36). Bo TekoT Ha ciaeanuTte 15 roguHu Cy10BUTE O YCOBPIIMIIEC KOHLIETITOT Ha
uH(pOpMUpaHa COTJACHOCT CO BOCIIOCTABYBalbE HA CTaHAAPAU U e(DUHUPAkE HA UCKITYy4OIU
Kora He e nmotpedHa uHdpopmupana cornaacHocT (33,37). Kora reHeTckoTo TecTUpame cTaHa
BOOOMYACHO BO KIMHUYKUTE U MCTPAXYBAUKUTE TOCTANKH JIEKAPUTE, HCTPAKYyBAUUTE U
eTHYapuTe ce 00M10a 1a TH IPUMEHAT CTaHJapAnTe 3a HHHOPMUpPaHa COTIACHOCT, HO OTKPH]ja
JIeKa HEKOM OJf HMB C€ OCOOCHO MpPEeIU3BHUKYBAauKM BO T€HETCKH KOHTekcT. Cropen HUB
uH(pOopMUpaHaTa COrliacHOCT 0apa KamauTeT 3a OATydyBambe, KOj BO OJIPEICHU CEMEjCTBA CO
COMHHTEITHU TEHETCKH COCTOjOM KOM BKITydyBaaT MHTEJEKTyallHA MOMPEYCHOCT, ayTU3aM HITN
HEBpOJICTCHEpallMja MOXE Ja OuJe HECUTYpPeH M Ja IO OJABENAT HCTPAaXYyBABETO WU
JIEKyBamkETO BO TMOTpelrHa Hacoka. [Ipenu3Buii Bo OJHOC Ha MPOIECOT Ha MHPOpPMHUpaHA
COTJIACHOCT MMa BO MHOTY 00JIaCTH Ha MEIUIIMHATA, HO THE CE M0jaByBaaT MHOTY MOYECTO BO
reHeTUKarTa, JeTyMHO TOpaJd Toa IITO TeHeTHKaTa, Mo Je(PUHHUIMja TOo BKIy4yBa IIEJIOTO
CEMEJCTBO U 3aTOa LITO MAI[UEHTUTE BO OBaa CpeJrHa UMaat IorojieMa BepojaTHOCT Ja UMaaT

IMPEYKH BO paBBOjOT mITO MOXKE 1a I'0 3arpo3u pas6I/IpaH>eT0.

1.2.1.3 I/IH(])opanaHa COI'JTACHOCT — IPEA U I0CJI€ BOBEIYBAah¢ HA CCKBCHIIMOHMPAK€ HA

YOBCYKHOT 'CHOM

IIpen BoBeayBame Ha CEKBEHIMOHUpAHE Ha ClleAHATa reHepaiuja (next generation
sequencing -NGS), TEHETCKOTO TECTUTpame Oelle UTEPATHBEH, 3a4e€CTEeH IMPOIEC BO KOj
KJIMHUYapuTe npasea aAudepeHijaina Aujarosa, 3al04HyBajKi cO TECTUpame Ha €/1eH I'eH
WIIY JIBa T€HH, KOU HajBEPOBATHO Ke Jja/iaT JMjarHo3a, a MoToa JIOKOJIKY MPETXOJAHUOT TeCT OMI
HeraTHBeH, Tectupaie Apyru renu. NGS oBo3MOkH Op30 M eKOHOMUYHO J1a ce JJ00HjaT rojieM
JeNl O/ TEeHeTCKHTe WH(GOpMAIMH, ITO JOBEJE A0 HIMPOKO YCBOjyBamke Ha TEHETCKOTO
TeCTHpame 0a3upaHo Ha MaHEN U 3rojieMeHa yrnoTpeda Ha CEKBEHLHOHHPAHkE Ha €r30MOT U

TCHOMOT 3a KIIMHUYKU U UCTPAKYBAYKH TPUMCPOIH.
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TpaauIMOHATHUOT MPHUCTAINl HA TEHETCKO COBETYyBame 3a MH(POPMHpaHa COTJIACHOT
uMaiie eaykatuBeH (okyc, ob6e30emyBajku WHGPOpPMAIMU 3a MPOIECOT HA TECTHPAMLE,
NOTCHIUjATHA TPUIOOMBKH, PU3UIIM M OTPAaHUYYBakbe OJf TECTUPAETO U MOTCHIIUjATHHOT
TPETMaH 3a KOU ce ChpoBenyBano Tectupamero (38). HajsHadajHUTE pU3UIM MOBP3aHH CO
KJIMHUYKOTO T'€HETCKO TECTHUPAHmE CE MCUXOJOUIKM M COLMjadHH (QHKCHO3HOCT, CTPEC O]
MIPECUMIITOMATCKOTO 3HACHE JIeKa HEKO] MOXE Jia pa3BUE TeHETCKa cOCToj0a 3a Koja MOKeOu
HeMa HMKAaKOB TPETMaH WJIHM MPEBEHIMja, KAaKO U CTUIMa W JUCKPUMHHAIM]a TOPaJd TaKOB
TEHETCKH TeCT). Merl'y WICHOBUTE Ha CEMEjCTBOTO MOJKE Jla UMa Pa3JIuKH BO MUCIICHATA, a TOA

na Oujie IpUYHHA 32 CTpec U MeryceOeH KOH(IIUKT.

JoarameTo Ha epara Ha JIMYHHOT T'€HOM HOCH MOXXHOCTH 3a MEpCOHAIM3MpaHa
MenuiuHa. HeollaMHEITHUTE T€HOMCKH HCTpaKyBama 00€I0jCHHja TojeM Opoj Ha JIMYHU
MOJATOLX 32 TEHOMOT co nmomMoil Ha NGS 1 TeXHUKUTE 3a aHanu3a Ha nojgatouute (39, 40 ).
MeryToa, Toa BO UCTO BpeMe NMPEeAN3BUKA 3aTrPHIKCHOCT 32 CTHYKHUTE, TPABHU U COIIMjaTHU
umrunkaruu  (ELSI) kou OGapaar pomonHutenHu pasrienyBama (41). Kako mro
CCKBCHIIMOHUPAHUTE M aHAJIM3UPAHHUTE MOJATOIM CTAaHYBaaT C€ MOPA3BUEHHU U IMOCIOXKCHH,
YUECHHIIUTE BO MCTPaXXyBamaTa CE€ COOUyBaaT CO IOTOJEMHU TEIIKOTHH BO Pa3OMpameTo Ha
CONIp’)KMHATA HA CTyAHMjaTa W HUBHUTE MpaBa, NpuaoOuBkuTe W pusunure. OI Tyka BO
JuTepaTypaTa ce MoBeke aBTOPUTE Ce OCBPHYBaaT HAa HEKOJIKY KIYYHU TEMH Kako IITO Ce
uH(pOpMUpaHaTa COTJIACHOCT, CIIO/IeTyBamhe Ha MOJATOIMTE U BpaKkame Ha pe3ynratute (42-

44),

JlocTanHocTa Ha TE€HOMCKUTE NOJATONM MOTUKHA MHOTY TPEAM3BHLU OKOJY
uHpOpMHpaHaTa corjaacHocT (45) MocTaByBajku IO MpalIambeTo Jajld BOOIMIITO MOXAT Jia ce
3a/10BOJIAT MPEAXOIHO MpU(ATEHUTE CTaHapAu 3a UH(POpPMHUpaHa COTJIAaCHOCT 32 TECTOBU CO
TaKBU €KCHAH3WBHU uMIUIMKauu (46,47). MHory on crneuupuyHUTE TNPEAU3BULM 32
UH(pOpPMHpaHa COTIACHOCT BO KOHTEKCT HAa TEHOMCKOTO CEKBEHIIMOHUPAKE Ce OJHECYBaaT Ha
neGUHUpameTo Ha O6apameTo 3a Co0ABETHU MH(opMaruu U padupame (34). Bo yoBeukute
FeHOMCKHM HCTpakyBamba KOHIIETITOT 3a HH(OpMHpaHa COIVIACHOCT C€ pas3jiuKyBa O]l
OpPTMHAJIHUOT KOHIENT BO MHOTY acmekTH. Jlekapurte, 4ecTo He MOXKaT Ja OJApeaaT KOJKY
uH(poOpMallul ce TOTPeOHM 3a TalMeHTOT Aa JoHece wuHpopmupana omnyka (38,48).
[TocturnyBame paMHOTEX a IMoMely MPEeMHOTYy WM MpeMaliky JAeTald Kora ce Jjo0uBa
uH(pOpMUpaHa COTJIACHOCT MPETCTaBYBa 3a TEHOMCKO TeCTHpame IPUYMHA 32 BaKHOCTA J1a Ce
MIPUCTANU KOH COTJIACHOCT KaKO JIUjajor IOMeTy JIEKapoT U MaIMeHTOT, OUJIeJKU JIEKapOoT MOpa

Ja ,Z[O6I/Ie I/IH(i)OpMaI_II/II/I 34 BpCAHOCTUTCTEC, LCIIUTE, npe(bepeHuI/H/ITe U T'PUIKUTEC HA MTAIUCHTOT
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CO IIeJ J1a ce YTBPAM KoM MH(pOpMAIMK MOXKAT Ja My OMJaT MOTPEeOHM Ha MAIMEHTOT 3a Ja
noHece nHpopMupana ouryka. Ha manueHnToT ucto Taka Tpeda aa My ce Jaje MOXHOCT J1a
NIOCTaByBa Ipallama 3a MpeHeceHuTe HHpopMaIum, 1a Jo0ue AONMOTHUTEITHA WH(POPMAIUU
KOU MOXkeOu ke My OumaT moTpeOHH Ja ja moHece nHpopMupaHa corymacHoT. Cenak, ceymTe
MIOCTOH BIIEYATIMB HEJOCTATOK Ha KOHCEH3YC BO T€HETCKATa 3a€HMLIA 33 TOA LITO IPETCTaByBa
uHpOpPMHpaHa COTJIACHOCT BO KOHTEKCT Ha TEHOMCKOTO CEKBeHLMOHHpame. [lo mpupona
TCHOMCKOTO CEKBEHIIMOHUPAE Tpeba J1a ce ajantupa U MHIUBUAYAIM3UPa, a CTAaHIapIUTe 3a
UH(pOpPMHpaHa COTJIACHOCT Tpebda J1a ja mperno3HaaT oBaa 0COOMHA Ha COBPEMEHOTO TECTHPAE.
[ToTpebHM ce moBeke MPUCTAIH 32 J]a CE OJITOBOPH HA OBOj MPEAU3BUK, BKITYYHTEITHO U TPAJICHE
Ha KOHCEH3YC OKOJIy CTaHJapAWTe M YyroTrpebaTa Ha TEHETCKHM COBETHHIHU. | eHeTcKuTe
COBETHUIIM MMaaT Ba)KHAa YJIOra BO MHCTUTYLHMHUTE 32 I€HETHKA KAKO W BO KIMHUYKUTE U
UCTPaKyBauKH ICHTPH. BEIITHHUTE Ha TEHETCKUOT COBETHHK T'O OJIECHYBaaT IMPOLECOT Ha
COTJIACHOCT 3a T€HETCKO TECTHPAbE, a Toa MOXKe Jla Ouie 0cOOEHO KOPUCHO BO YCIIOBH BO KOU
JPYTHTE WICHOBU Ha TAMOT MOKEOH Cce TIOMAJIKY 3all03HACHH CO T€HETHKATA U CJIIOKCHOCTA Ha

uH(pOpMUpaHaTa COTJIACHOCT 32 TEHOMCKO TecTupame (49).

['eHOMCKOTO HCTpaKyBambe€ BO OCHOBA KOPUCTH YOBEYKH MPHUMEPOIH CO MOMAJIKY
WHBA3WBHU METOOJOTUU U ce (POKYCHpa Ha TEHOMCKUTE WH(POPMALIUK KOU BIIMjaaT HE Camo
Ha YYECHHUKOT TYKy M Ha WICHOBHTE Ha CEMEJCTBOTO M poaHuHuTe (43). JomoiHuTenHo,
UCTpaXXyBamara Ha JIMYHHOT T'€HOM Tu omndakaaT MHPOpMALUUTE 32 JUYHUOT T€HOM U
(YHKIIMOHATHO HEOTKPUEHHTE CEKBEHIIM Ha T€HOMOT M Ha TOj HAYMH IOCTaByBa ITOBEKE
HEOUYEKyBaHU PU3MIIM 32 YUYECHHIIUTE. 3a MAllMeHTUTE €/lHa OJ] Haj3HauajHUTEe NMPUA0OUBKU €
MOYKHOCTa 3a JJOOMBam€ Ha JIMjarHo3a, WM BO HEKOU clydau MJeHTU(UKyBame Ha MOBeke
MOKHHM JHMjarHO3U. ['€HOMCKOTO CEKBEHIIMOHUpAHmkE ja CKpaTyBa HHMBHATA ,,JMjarHOCTHYKA
onuceja” W MOTEHIMjaTHO MOKE Jia JIOBele A0 HOBH IPETOPaKH WM TPETMaHU, Aa NaJe
nH(OpMaIKK 3a PU3UKOT 3a IOBTOPYBAME, /1a ja paCBETIIN MIPOTHO3aTa U 1a 00e30e/11 Mo IpIiKa
3a ApYTH ceMejCTBa KOM ja MMaaT McTara aujaHo3a.. [Ipaktukure momery nabopaTopuure ce
MHOTY pa3JIMYHH BO OJHOC Ha CICUM(UKUTE W ONLUUTE 3a BpaKkame Ha pe3yJTaTUTe Ha
CIIy4ajHUTE UM CEeKYHJIapHUTE HAO/H1, a BO 00U J1a ce 00e30e1aT HacoKu 3a JabopaTopuunTe,
AMEpUKaHCKHOT KOJICII 32 MEIUIIMHCKA reHeTrnka u renomuka (American College of Medical
Genetics ~-ACMG) 3a npBnaTt u3Aaje Npernopaku 3a Bpakame Ha CEKYHIapHUTE HAOIM Ha

MAIMEHTUTE TOIJIOKEHN Ha TEHOMCKO CeKBeHImoHunpame Bo 2013 roguna (50, 51).

[Toxpaj Toa, nako 6MOOAHKAPCTBOTO HAa YOBEUKU MPHUMEPOLM U CIOAETYBAHETO Ha

JIMYHU MoAaTolH 3a TCHOMOT BO MOMCHTOB CC CIIPOBECAYBAaT 3a Aa CC OJICCHU HATAMOIIHOTO
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UCTpaXXyBame, THE IOTECHIMjaJIHO BKJIydyBaaT MHOTY IIOBEKE IMpamiamka BO CMHCIAa Ha
NPUBATHOCT U HEOTPAaHUUEHH yNoTpeda Ha MpuMepouTe 1 nogarouure. Kako pesyirar Ha Toa
dbyHkIjaTa Ha “THPOPMHUpPaHATa COTJIACHOCT CTaHyBa ce OPa3HOBUAHA BO UCTPAKYBAKHETO HA

JIMYHUOT I'CHOM.

HeomaMHEITHOTO 3roJIeMyBameTO Ha WCTPAXKYBAYKUTE AKTUBHOCTH JIOBEAC [0
3arpHIKEHOCT BO BPCKA CO €THMYKUTE ¥ MPABHHUTE Ipaliama. MHOTY TOJIeMU WHCTUTYIIUU BeKe
MOYHAa Jla KOPUCTAT CEKBEHIIMOHUPAHE HA IEITUOT TEHOM U €r30M BO KIIMHUYKH YCIOBH (52-
54). Kako pesynrar Ha Toa nuckycujata 3a EJICU moBp3aHa co KIIMHUYKATA TIPaKca CTaHyBa

ce MOKEeCTOKA BO aKkajieMcKkara cpeauna (55).
1.2.1.4 UudopmupaHa corjiacHOCT IPH MOCeOHHN cOCTOjON

OO0jeKTUBHUTE TEIIKOTHH C€ jaByBaaT BO CIIyd4auTe KOra IMAalMCHTH CE OCOOM KOH
HEMaaT CHocOOHOCT CaMOCTOJHO Ja jaanar wuHpopMupaHna coracHocT. IloegHocTaBHA
BapHjaHTa € KOTa THE MMaaT 3aKOHCKH OJIPE/ICHH 3acTanHuiy. Hajomuckure cpoqHuiy He Ou
MoOJKese Oe3IMOroBOpHO Ja ce mpudarar Kako TaKBU OJf NPUYMHA INTO THE HE Ou Owmie
oOjektuBHH. Toa e pa30upnuBO OUACjKM HHUBHOTO pa3dHpame M pPa3MUCITyBamke OJaT
UCKJIy4HBO BO ITPaBEIl Ha IIOMOIITA KOja IITO OU ja JOOUJI HUBHUOT CPOJHHK. 3aTOA BO HAIIIMTE
pa3MucCIyBamba 3aKOHCKU OJIPE/ICH 3aCTAallHUK CMeTaMe Jieka Ou Omil moo0OjeKTHBHA BapHjaHTa

BO BAKBHUTC ClIy4dau.

[ToceOHM ycaoBM MMa W TPU HCTPAXKYBAayKUTE CTYAMHM 3a WUTHU CIydad Kora
MOTEHIM]jaTHUTE CyOjeKTH HE MOKAT J1a JajiaT MHGOPMHpPaHa COTJIACHOCT (aKyTHa Tpayma Ha
rnaBata, cpueB yaap). CoBeTOoT 3a MeryHapoJIHM OpraHM3alliy 3a MEIUIMHCKH HayKH,
ymaTtcTBara M Jekiaapanuure o XeJIcHHKU Ha CBeTckaTa 3/paBCTBEHA OpraHM3allija mpaBat
UCKITy4OIH 0] bapameTo Ha MHPOpMHUpaHa coraacHocT Bo oBue cutyaruu (31). [Toctojat manu
BapHjalli BO 3aKOHUTE KOM IO PEryJupaaT CTENEHOT 0 KOj c€ MPUMEHYBaaT UCKIIy4OLUTE

(56).

Tpeba na ce HampaBat HarmopH 3a Jia ce Hajje 3aKOHCKO OBJIACTYBalkhe €TYKUOT KOMUTET
(typu u o TeneoHCKH 1aT) 1a aje coryacHoct. McrpaxyBaunTe Mopa Jia J001jaT 017I0KeHa
nH(pOpMHUpaHa COTVIACHOCT INTO € MOXHO IOCKOPO 0] CyOjekToT (Kora Ke Tro BpaTu
KalaiuTeToT), WK 0/ HUBHUOT 3aKOHCKH OBJIACTEH NMPETCTABHUK 3a KOHTUHYHPAHO YYECTBO

(31, 57).
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Ommro 3€MCHO, I/IH(bOpMI/IpaHa COTJIACHOCT MOKaAT Aa Jaaar caMO BO3paCHU JIMIa KOU
CC KOMIICTCHTHH CaMU ia JaOHCCyBaaT MCAUIUMHCKA OIJIYKH. 3a Acuara u Apyrure KOu HC CC
BO MOXHOCT Aa AOHECAT MEIHULMHCKH OIJIYKH, I/IH(bopMI/IpaHa COIJIAaCHOCT MOXE Ja Jaac
poauTeil, cTapareinu Uik APYTro JUIE KOC € 3aKOHCKH OJATOBOPHO 3a JOHECYBAKLC OMIYKU BO

uMe Ha Toa quue. OBa € CIIMYHO Ha COIVIACHOCT 3a JIPYT MEIULIMHCKU TECT.
1.2.1.5. Hudopmupana corjiacHOCT nNpu GoOpeH3NYHNTE T€HETCKH UCTPAKYBaha

dopeH3nyHaTa HayYHa 3a€HMIA TY MpH(aTHIa HCTUTE TPUHIUIK Ha UHPOpMUpaHa
COIJIACHOCT 3a MEAMIMHCKH HCTpaXKyBamba Ha Jyre, a HajuyecTOo BO IIOCTallKUTE Ha
uaentudukamnuja Ha nyre. JIHK ananusara co mHdopmupanara corjacHOCT ce€ KOPHUCTaT BO
pelIaBambeTO0 Ha CIy4auTe BO CyJAcKara MeEIUIMHA, KaKo INTO € YTBPAYBAaWETO Ha
CTapaTeJICTBOTO HaJl IETETO MPEKY TECTOBH 3a TATKOBCTBO WJIM MajuMHCTBO, yTBPAYBamhE Ha
CTOPUTENIUTE U KPTBUTE HA 3JI0CTBOPTBA, KaTaCTPOpU WIHM OCI0001yBamke HAa HEBHUHH JIMIA
OCYJICHH Ha 3aTBOpPCKH Ka3HU. [lo3HaTH ce ciydyan Ha oco00ayBamke O] CIyKeHhe Ha Ka3Ha co
JTI0Ka3 Ha HEBUHOCT Ha OCYJICHUIM KOU [TIOMHUHAJIE IypH U IelIeHUH BO 3aTBOp. MHpopmupanaTa
COTJIACHOCT MOJKE J1a IPETCTaByBa NPEAN3BUK Kaj CIIydad CO HEHaJejHa CpIieBa CMPT, TOCEOHO
Kaj MJIaJi 0coOM 1 0apa MyITHIMCIMILIMHAPEH MPHUCTAN KOj BKIYYyBa T€HETCKO COBETYBAME

U MOYKHOCT 34 JOIIOJIHUTCJIHA COIJIACHOCT 3a TCCTHUPALE O YICHOBUTC HA ceMej CTBOTO.

MeaunuHckata IpaBHa ayTolicMja Moke Ja Oapa coOupame Ha pedepeHTHH
IPUMEPOIH 3a IeIUTe Ha YoBeUKaTa MJeHTH(]UKanrja u Tpeba 1a ce MpUMEHYBaaT UCTUTE
npUcTany 3a MHpopMupasa coriacHocT. MefyToa, MoJieKyapHaTa ayToOIICHja 3a Jia IOMOTHe
BO OJIpE/1yBamE€TO Ha MPUUYMHATA W/WIM HAUMHOT HA CMPTTa, MPETEKHO Kaj He00JaCHUBU WU
HEHaJ/IeJHU CMPTHHU Cilydad, c€ MOTHUpa Ha reHercka aujarHoctuka (58). Jokonky cyackure
BJIACTH M0OOapaaT reHeTCKO TeCTUpame KaKko Jel 0J] MEJUIIMHCKO-TIpaBHaTa UcTpara 3a cMpTa,
TOrall He € NoTpeOHa HH(POPMHpaHa COTTACHOCT. AKO T€HETCKOTO TECTUpamke € HallPaBEHO 3a
UCTpaKyBauKH 11eJIH, ce IperopadyBa Ja ce Joo61e HHGOpMUpaHa COrIacHOCT 0J1 HajOJIMCKUTE.
AKO MoJieKyJlapHaTa ayToIcHja € mobapaHa oj WICHOBUTE Ha CEME]CTBOTO, ITOCTOjaT Pa3JIuKU
BO OJTHOC Ha TOA KOj € OBJIACTEH 3aKOHCKH JIa JIaBa COTJIACHOCT, HaKO BO MHOTY jYPUCAUKIIHA
OpauyHMOT Jpyrap € mpB Ha jucrata. MoJjekylapHaTa ayTOICHja Iomara jJa ce MOCTUTHE
IeHeTCKa JIMjarHo3a Kora PyTHHCKUTE ayTOICHUU C€ HEjacHH, CO KpajHa ILed Jla ce yTBpAU
NpUYMHATA 32 CMPTa U JaBa MOYKHOCTH 33 T€HETCKH CKPUHHHT Ha CEMEJTBOTO HA TIOYMHATHOT
(59). Co HampenokOoT Ha TEXHOJIOTMMTE Ha MOJEKyJapHaTta Ouonorvja uHpopmupaHaTa

COIJIACHOCT BO apeHaTa Ha (OopeH3MyHaTa Hayka Oemle npudaTeHa u Toa npes aa ce 1ooujar
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pedepeHTHH TpPUMEpOIM O]l WICHOBUTE HA CEMEJCTBOTO 3a Ja IIOMOTHAaT BO
UICHTU(UKYBAKETO HA McUe3HATUTe Jinna. [loceOHO mpu HacoueHa aHak3aa Ha TOeANHEL/U
3a BpeMe Ha ()OPEH3UYHU T'CHETCKU T'€HOJIONIKU MCIUTYBamka 3a Jla CE HaMalld UCTPAKHUOT
TOBap, Kaj JOHATOPH Ha MPHUMEPOIM 3a CTYIUM 3a BalWau3alyja, 3a IOJApIIKA Ha
CIPOBEIYBAakETO HA Mpoueaypute Ha (opeH3uukara naboparopuja, U Kaj WICHOBU O
CEMEJCTBOTO KOM MOXKAT Ja JajaT MPUMEpOLH WIK Ja 10o0ujaT reHeTCKu MH(OpManuu oJ

MoJIeKyJIapHaTa ayToICHja .

[Tponiecor Ha mHpoOpMupana corimacHoct Tpeba na omdaru: 1. Llenm 3a cobupame
npumeponw; 2. [Iporec 3a ananuza Ha npuMeponute; 3.beHeduTn (3a JOHATOPOT, YICHOBUTE
Ha CEMEjCTBO, 3ac/IHUIIATa U.T.H); 4. Pusuiu ( 3a JOHATOPOT, 1IeTa, CEMEjCTBOTO, 3aCJHHIIATA);
5. Ilpucran po moxmaTony/ W3BEIITaW O] JOHOPOT; 6. Jlucmo3uiMja Ha NPUMEPOK; 7.
OctpanyBame Ha mnomarouute (Opumeme). 8. Ilpomec Ha mocTaByBame Ha
npaimama/oleHyBame Ha pazoupamero; 9. [locienoarenenu mnponecu u 10. JloOpoBoiHa,

JaTupaHa " IoTIHrIIaHa COIJIaCHOCT.

Bo Tabena exen ce HaBeleHU JeceT 00JIACTH 3a pas3riieyBamkbe Ha TEMU/KOHIIEITH KOH
Tpeba Ja ce mpoImpaT 3a Ja OAroBopaT Ha menTa. TonumnuTe He ce UCIPITHH, HO ce 00nIyBaaT
Jla TY MOKpHjaT riiaBHuTe TeMu. OBue TeMu Tpeda Ja ce mpeHecar Ha eJHOCTaBeH HauuH, CO

€HOCTaBHU TEPMUHHU 3a JIa C€ MOCTUTHE pa3dupame (58).

TaGena 1. I'maBHM TemM M pa3MHcIyBama BO (opMynapoT 3a MH(POpPMHUpPaHA COTIACHOCT

(ITpes3emena ox Budowle B,.et al. 2023 doi: 10.1007/s00414-023-02947-w.)

Ob6nactu Ha uHopmupana | PazmucinyBama

COrj1IaCHOCT

Len WNnentudukaiyja Ha vicue3HATH JIUIIA; TOMaraaT BO pelllaBamke
Ha KPUBUYHO JE€JIO; BaJWJallija HAa HOBA METOJ0JIOTH]a;
OTKpPUBaWkE Ha MPUMEPOIM OJ TParoBH; YECTOTA Ha ajelnu U
pedepeHTHa 6a3a Ha MOJATOIM 32 HACETIEHUETO; XyMaHUTapHU
ey (McYe3HaTH Julla, TProBHja co Jyre UTH.); Ja ce yTBpAaT
TE€HETCKHUTE (PaKTOPH KOU JONPHUHECYBaaT 3a MPUYNHA 32 CMPT

(MM 32 COMHEBAE 32 MAITPETUPAE) UTH.

Texnonoruja/ananutnuku | Kopucrena  meromosnoruja (Ha  mpuMep — KamuiapHa
TpoIIecC enekTpodopesa); T Ha mojaTonu/reHeTcku Mapkepu (SNP,

SRT, OuomMeTpucKM MapKepu UTH.) aJITOPUTMU WJIH

24



copTBepcKH alaTKM 3a OApEAyBambe Ha WICHTUTET WIIH
CPOJICTBO WJIM T€HOTHN-()EHOTUT UTH; 0a3u Ha MOJATOLU KOU

MOJKe Ja ce mpedapyBaar; orpaHUuYyBamba # UTH.

IIpunobuBku ako

nornpuHece™

[Torennujan na ce UIACHTH(PHUKYBA HWCYE3HAT POIHHHA;
MOTEHIIN]jaJ Aa ¢ HICHTU(UKYBA CTOPUTET HA KPUBUIHO JIEIIO;
MIOTEHIIHM]jaJl JIa Ce JIOHECE PEeIlIeHUE 3a )KPTBUTE, CEME)jCTBATA U
3aeHMIATa; TOTCHIMjal 3a 3rojieMeHa 0e30eIHOCT |
CUTYPHOCT Ja TpHIOHECE 3a HUCTPAXKyBame, pa3Boj U
UMIUIEMEHTaIMja Ha T0M00peHn (OpPEeH3UYHU CIOCOOHOCTH;
UJICHTU(PUKYBaaT TEHETCKHM MapKepH KOW MpPETCTaByBaat
PU3UK 1O 37paBjeTO Ha MOCIUHELIOT WIA CEMEjCTBOTO;

IUTAHOBH 3a yOJIa)KyBame KOW I'0 HaMaTyBaaT PU3UKOT **UTH.

Pusunum ako nonpunece *

HenpujaTHOT npu 3eMame MPUMEPOLIN; TOTESHIIN]aTHO TyOeHe
Ha MPUMEPOKOT; HEOCTATOK Ha aHOHUMHOCT; OTKPHUBAbE Ha
oJaTony (HEeHaMEepHO WIIM 1O CYJACKH HaJlor); MOTEHIMjaHa
JUCKpUMHUHaNWja (Ha Tp. HEHaMEpHO CPOJICTBO, HEHAMEPHO
ouorpacko0  TMOTEKJIO, pAHJIMBUA  TOMyJalUH, JUYHU
3[IpaBCTBEHH MOJATOLM, OTKPUBaHkE Ha OUOJIOUIKH OJTHOCH CO
POIHMHN); 3J70ynoTpeda Ha NPUMEPOK WM MOJATOIM O]
HEOBJIACTEHH JIMIIAa; HE € COOJBETHO MH(POPMUPAH O] aHaIM3a
Ha 10/IaTOLX HAJIBOP OJ1 HAMEHATA; JIOIIN aKTePH; OJPKYBaHE
WIA HEOJCTPaHyBamke Ha MOCTpaTa BO COIVIACHOCT CO 3aKOH
WIN TONUTHKA; 0e30€0HOCHU NpEeKpIlyBama; MOAATOLU BO
NpUBaTHU 0a3u Ha MOAATOLM; MOJATOIM CO KOM MOCTaIyBaaT
NpUBaTHU TrparaHu; IUJIAHOBM 3a YyOlaXyBawme KOU IO

HaMaJyBaaT PU3UKOT; UTH.

HpI/ICTaH J0 1moaaTonu

Ce KOpHUCTH caMO 32 HaMEHaTa; KOj MOKe MJIM Ke UMa MpHCTan
BO J1a0OpaTOPUCKHOT WM KPUBUYHO-IIPABHHOT CHUCTEM;
MOJIaTOLM Of] IOHATOPOT; TOHATOPOT HE T Jall MOAATOLUTE;
MOJIaTOM 32 HCTPaXXyBamkbe KOM MOXaT Jla ce CIIOJAENarT;
NOTBp/Ia UJIM BepUdHKaIMja Ha HHPOPMHUpaHaTa COTIACHOCT;

HUTH.
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UyBamwe Ha IPUMEPOKOT IIpaBo Ha NOBJIEKYBamWe; C€ OAPXKYyBa Ha OJPEACHO BpPEME U
30IITO; YHUIITEH M BO KOj BPEMEHCKH MHTEPBAIT; YHHUILTEH 110

paspelryBambe Ha CIy4yajoT; UTH.

I[Iporiec Ha oTcTpanyBame | [IpaBo Ha OBJIEKYBabE; IOJIUTHYKO Oaparbe 32 OBJIEKYBAILE;

Ha MOJIATOLIUTE MOXeE J1a CEe OJIP’)KYBaaT MOJATOIM CO OJJPE/ICHO BPEMETPaCHE;
UTH.

[Tporenka Ha Ja ce o0e30emar 4ecTo MOCTaBYBaHH Ipallama; MEXaHH3aM

paz0upiuBocTa JIOHATOPOT Jia IOCTaByBa IMpallamka; JTUCKYCHja CO JOHATOPOT;

npucran 10 reHETCKU COBETHHUK,; UTH.

[IpaTeme Ha mporecoT Ce cperHyBaar caMoO0 Kora ce 3eMa MPUMEpOK, HeMma
NOHATAMOIICH KOHTAakKT; Ja o00e30eaAu axypupama HWIn
M3BEIITA] JI0 JOHATOPOT; CO HANpeIOK Ha TEXHOJIOTHjaTa

oTpeOHa € AOMOJIHUTEIHO 0JJOOPEHHE; UTH.

Jlo6poBoniHa  cormacHocT | bes mpunyaa; cnoGonHo nobueH; motnuman dopMmynap 3a

*kk COIJIACHOCT; UTH.

# HpHMep 3a OrpaHn4vyBambe € KOra CO CTAHAApPHUTE TCXHOJOIMM HC MOXKAT Ja CC

uAeHTU(PUKyBaaT Opaka U CECTpU IPU MACOBHU KaTacTpodH.

*I/IMajTe BO IpCABU A ICKA MOCICANIUTE O] HCIIPUAOHCCYBABLCTO MOKE 1a 6I/II[aT BKJIY4Y€HHU BO

oBaa tabeina 6I/I,I[e_]‘I’(I/I MOZKEC a C€ CMETa ACKa IMPUAOHECYBAAT 3a MMPUHYJId HA TIOCAUHECIIOT.

ok HpeI[HOCTI/I MOXKEOH HE ce AUPCKTHO 3a JOHOPOT UAKO I/I,Z[GHTI/I(I)I/IKYBaI-LCTO Ha UCYC3HATHOT
POAHHWHA WX TPHUIOHECOT 3a Bam/lz[aunja )41 I/IMHHGMCHTaHI/Ija Ha MCTOA NOHATOP MOKE Oa CC

3aMHCIIU KaKo IpU00MBKa.

*#% MoxeH pU3UK J1a He ce 00e30ea MPUMEpOoK € Kora Heudj poAHHHA MOXe J1a He Ouje
uneatuduxysan (60,61). Cemak, UCTO KaKo MITO C€ pa3MHUCITyBa 3a cOOUpame IPUMEPOLIH O
OJIpe/IeHU MOIyJallMi MOXE Jla Ce Cyrepupa JeKka ceMejcTBaTa Ha Mcue3HaTHTe juia ( U BO
CIIeHapuo Ha WJeHTU(UKAIM]a HA )KPTBU O] KaTacTpoda 1 BO €THa WHANBHyallHA CUTYyaIl1ja)
Ce paHJIMBa Ipyla U 3aToa € MOoTpeOHO MOroJieMo BHUMAaHHE 3a Jla Ce OCUTYpa JieKa THE ce
ocnobonenu on npuHyaa ( 62). Bo MOMEHOT Ha TpayMaTCKHOT HAacTaH, JOHECYBAambeTO Ha
OJUTYKH MOXe€ J1a O1/ie KOMIPOMUTHUPAHO M BO MOJOJT BpeMeHCKH nepuoj. CoOupamero Ha
npuMepouute Tpeda aa Ouae oa 00yueHH JHia CO MHTEPIEPCOHAIHN BEILITHHH 32 aHTAXKHPAHHEe

Ha JIOHaTOPHU KOM IpeHeCcyBaar ernaTtuja, CouyBCTBO U jacHOCT (63). JlonoaHUTeIHO, EKOHOMCKU
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o0ecIipaBeHUTE WM TOMAIIKY 00pa30BaHUTE WIM HEOOPA30BAHUTE MOJKAT JIa CE CMETaaT 3a Jiel
ol panyimBara rpyna. Mcro Moxe aa Baxku 3a BpabOTeH BO Jaboparopuja o1 KOro € modapaHo
NPUMEPOK 3a BajKIallMja CKO Ha MPUMEP HErOBOTO/HEJ3MHOTO PabOTHO MECTO MOXKE Jia Ce
TOJIKYBa JIeKa € 3aCerHaro OJi y4ecTBOTO. JIOMOJHUTENHO Ha MOCIUHIMTE Ha KOM MM CE
NPUCTAITyBa 32 TAPreTHPAHO CEKBEHIIMOHUPAKE HA (POpPEH3MYHA TEHETCKA TEHEOIOTHja MOXKE
Jla ce CMeTaaT 3a paHJMBa MOMyJaldja W COOJBETHA WH(POPMHUpaHA COTJIACHOCT € Of

CYHITHHCKO 3HA4YCHEC BO OAHOC HA IIpUHYAAaTa HaCIIpoOTH CJ'IO60,I[HI/IOT I/1360p.

Bo memunumHcko-mipaBHaTa 00jacT, ce€ KOpHCTaT T'€HETCKHM MapKepH CO IMO3MTHBHA
NpeJCcKaKyBauka MOK M THE MH(QOPMALMU MOKAT Ja Bivjaat (T.e. Ja OMIaT pU3MK WIX J1a ja
HaMayaT IITeTaTra) Ha YWICHOBHTE Ha CEMEJCTBOTO HAa IOYMHATHOT. Pusnimre BKIydyBaaT:
1. reHerckn MH(OpMANUU 3a MMOYMHATHTE JIMIA BO JOCHeajaTa Ha CYACKHTE MHCTHUTYLUH;
2. HETOCTOCHE MHCTYTUIIMOHAIHO TEJIO BO CyJCKaTa MHPPACTPYKTypa KOe MPUPOAHO OU TH
3aJI0BOJIIJIO TOTPEOHTE 32 MEAMIIMHCKA/TEHETCKAa KOHCYJITalllja Ha POJHUHUTE IypH M aKo
pomHUHHMTE OapaaT COBET; 3. TEHETCKUTe HMH(POPMAIMM BO HW3BEIITAHTE MOXAaT Ja ce
o0enoJieHaT BO jaBHOCTa BO TEKOT Ha CyJACKaTa IOCTanka. PU3WIMTE 3a MPUBATHOCT ce
norosieMu (0coOCHO 3apajy €IHOCTABHOCTA HAa AaHAIM3aTa HA T€HETCKU IOAATOLHU U JeKa
MOJIeKyJlapHaTa ayTolcHja OM yKaxajla IUPEKTHO Ha TeH(M) W CHeU(UYHH TEeHETCKU
BapujaHTH) M Ou Tpebano ma OuaT BKIyYeHH BO JOKyMEHTalMjata 3a HH(opMupana
COIJIACHOCT €O IoroJjieMa noTpeda oJ MEIUIMHCKO-IIPaBHUOT MIEPCOHAI Jia C€ OCUrypa JieKa
uHpopManuuTe ce pa3dpaHH O]l JTOHOPUTE Ha NMPUMEPOKOT W TIOTEHIMjATHO ITOTOJECHUTE
YWICHOBH Ha CEMEjCTBOTO. /IOMOIHMUTENHO, HAKO HE ce Jien o] MH(OpMHUpaHaTa COTJIACHOCT,
OBHE I'€HETCKH M0IaTOLIH MOXe Jla ce 00esI0/IeHaT jJaBHO/UIIU J1a ce IIPpHjaBaT Ha WICHOBUTE Ha
HajOIMcKoTO cemejcTBO. MMa Maliky MM HemMa BOOIIIITO HACOKH, T.€. FTEHETCKO COBETYBAmbE 3a

TAaKBUTC ITOCIUHIU BO BPpCKa CO pUSHUIUTEC MMOBP3aHNU CO I'CHCTCKUTC HAOIU.

Etnukute, npaBuure u conujanaure umiuinkanuu (EJICH) Bo popeH3nuknuTe reHeTcKu
ucrparu (®PI'M) wucro Taka BKIydyBaaT CHpOBEIyBamkbe Ha BHHMMATellHA IPOLEHKA Ha
MOTEHLIMjaJTHUTEe MPUJOOMBKH M OATOBOpHA ymnoTpeba Ha reHerckute uHpopmanuu. OI'U
CTaHaa HEMPOLICHINBO CPEACTBO 3a pEIIaBalke Ha 3JI0CTOPCTBA M HACHTH(PUKYBame Ha
HNOEJMHLIM BO pa3jIMYHM MPAaBHU U HUCTPaXXHU KOHTEKCTH. OCBeH Toa, (hopeH3nvapure ce
NOBMKAaHU Jla yNpaByBaaT CO HM3a KOHTPOBEP3HH AacleKTH BO TEKOT Ha CEKOjJHEeBHATa
MpaKkTHKa Ha (OpeH3uuKaTa UCTpara, BKIYUYHTEIHO U MH(OpMHpaHa COTJIACHOCT, CIy4ad Ha
HEHAaMEpHU T'€HETCKH HAOAM, cOOMpame MPUMEPOLHU MO CMPTTA, MOTPEIIHO TOJKYBamke Ha

PE3YITAaTUTE U NPABUIIHO YIIPABYBAKLE CO T'CHCTCKUTC 0a3u Ha nogaTouu. I'TaBHUTE acClEeKTH
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Ha ELSI Bo Bpcka co ®I'M, oBO3MOXKyBaar /1a ce HaBje3€ BO CIOXKEHOCTa M HHMjaHCUTE Ha
€TUYKOTO OJITyuyBame BO KoHTeKcT Ha DI'U, nmajku nmpeasua Aeka Ha mpaBaara Tpeda aa u
Ce CIIY’KM TIOYMTYBajKU T'M HajBUCOKUTE eThuku ctanmapau. Jlocera, ELSI Bo ®I'U BkiyuyBa
MOYUTYBakhe Ha YOBEYKOTO JOCTOMHCTBO, 3alITHTA HAa MPHUBATHOCTa, 00e30e1yBame MpaB/a,
IPOMOBHpakE Ha COIMjaliHa COJHMIAPHOCT M BHUMATEIHO OJMEPYBAlbE€ HA PH3UIHTE U
npunobuskute. Co MPUAPKYBakHe KOH OBUE MPHUHIIUIHN, (POPEH3UUAPOT MOXKE /1A ja YHAIIPEIU
KpUBHUYHATA MpaB/ia MOAIP>KyBaky ' MHANBUAYAIHUTE NpaBa U puBaTtHocTa. Ha 0Boj HauuH,
Pa3BOjoOT Ha JaCHU HACOKU M IIPOTOKOJIM MOKaT J]a IOMOTHAT J1a C€ Ha]MUHAT €TUYKUTE TUIeMU
u 1a ce ocurypa nexa @I'U ce cipoBenyBaar co MHTETPUTET, TPAHCIIAPEHTHOCT U IIOYUTYBAKE

Ha WHIMBHIyaJHATa aBTOHOMH]A (64).
1.2.2 loBepauBocT

[TounTyBameTo M 3alITUTATa HA JTOBEPIUBOCTa Ha WH(GOPMALMUTE 3a MAIMEHTUTE €
HIUPOKO MpHUdaTEeHO KaKo 0OBPCKa HA 3/IpaBCTBEHUTE PaOOTHHUIM . EKCINTMIIMTHO pU3HATa BO

XI/IHOKpaTOBaTa 3aKJICTBA, JOBCPJIIMBOCTA € OJJIMKA HA MMOBeKe TEKOBHH €THYKH KOICKCH.

I[OBepJ'II/IBOCTa Ha IMIalUCHTOT HE € CaMO CTHYKHU UMIICPATUB, Tad € 3aKOHCKH 3allITUTCHO
IIpaBo. HOBGpJ’II/IBOCTa Ha IIanucHTOT CC Haora BO OCHTApOT Ha OAHOCOT JICKAp- IMAaOMUCHT U
3aT0a HEroBaTa IOBpPCJa € OCHOBA 3a IIpaBHA IOCTAIIKa IMPOTHUB JICKApPOT. ILOBepJ'H/IBOCTa Cce
peiaaBa Cruopea 3aKOHOT 3a JOBECPUTCIICKA JOJIKHOCT. I[OBepJ'H/IBOCTa € HajBI/ICOK CTaHdapa Ha
AOJDKHOCT UMIINIMIIHUPAH CO 3aKOH KOj 6apa JICKApUTEC a I' OTKpI/IjaT I/IH(I)OpMaI_II/II/ITe KOH C€ BO
HHTCPECC Ha MAllUCHTOT, a Aa I/I36GFHYB8.8.T OMJIO KaKOB CyJAUup HAa UHTCPECUTC HaA IMALIUCHTOT

(65).

Jlexapute ce 0OBp3aHU Ja T'M yyBaaT BO TajHOCT WH(GOPMAIIUU O]l CBOUTE MAIllUEHTH/
ucnuTaHuIM. Pa30upameTo Aeka JeKapoT HeMa Ja OTKpUBa MPUBATHU HHQOpMAINK 3a
MalMeHTOT/UCIIUTAHUKOT 00€30e1yBa OCHOBa 3a J0BepOa BO TEPANEBTCKUOT MpPHCTAN U
NPOIECUTE HA HCTPaKyBameTo. [loYnTyBameTo Ha OBEPIMBOCTA € IBPCTO YTBPIEHO BO
€THUYKHUTE KOJIEKCH 1 BO 3aKOHOT. MeryToa, MOHEeKOTalll € HEOMXOAHO JIEKapuTe Jia Ce 3arl03HaaT
CO 3aKOHO/IaBCTBOTO HA HMBHATA JIP>KaBa IIITO 'O PETyIHUpa OTKPUBAKHETO Ha OJJPEICHU BUIOBU
nH(popmaruu 6e3 OBJIACTYBamkE O/ MAMEHTOT/UCIIUTAHUKOT. [[ypu 1 Kora He ce MpUMEHYBa
crecn(UYHO 3aKOHOJABCTBO, JTOJDKHOCTA 3a IPEayNpeayBambe MMOHEKOoTraml ja HaJIMUHYBa
JOJKHOCTA 32 MOYHTYBamke Ha JoBepiuBocTa. JlekapoT Tpeba Ja T'M OTKpHE caMO OHHUE
uH(pOpMaIlMK caMO Ha OHHME KoM Tpeba J1a Tv 3Haar 3a Aa ce u3derde mrerta. Cekoramr Kora €

MOXXHO.
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be3 pa3oupame/objacHyBame J1eka HUBHUTE oOe/ellyBama Ke ce 4yBaaT BO TajHOCT,
MAIUEHUTE /MCITUTAHUIIUTE MOXE J1a KpHjaT TudHu uHpopMmanuu. OBa MOXKE Ja TH IMONPEeYu
JIeKapuTe BO HUBHUTE HAIPH Ja 00e30enaT e)eKTUBHI MHTEPBEHIIMY HITH JIa CJICAAT OJIPEICHH
[EeNIM Ha M3TPaXKyBameTo. MeryToa, TIOYHTYBambETO HAa JOBEPJIMBOCTA HA MH(pOpManuuTe 3a
NAIMEeHTOT HE Ce 3aCHUBA CaMO Ha TEPAMCKUTE Pa3MUCITyBamba WIK Ha coldjainHa Kopuct. On
€/IHaKBa, aKO HE M MOT0JIeMa BaYKHOCT € JIOJDKHOCTA Ha JIEKapoT Ja ja OYUTYyBa aBTOHOMHjaTa
Ha MAIMEHTOT MpeJl JOHECYBambeTO Ha MEIUIUHCKH OMIyKH. [laleHTUTe/MCIIuTaHuIUuTe
UMaar MpaBo Jia ja KOHTPOJIHMpaar ynorpedara Ha HHGOpPMaIUKUTE IITO CE OJHECYBaaT HA HUB,
Ja TO ojpeJaT BPEMETO M HAYMHOT Ha KOj YyBCTBUTEIHUTE WH(POPMAIIMU CE€ OTKpPUBAaT Ha
YWICHOBUTE HAa CEMEjCTBOTO, MPHjaTeIUTUE U ApyruTe. Ho, nako manueHTUTe/MCITUTAaHHITATE
UMaar Mpapo Jla KOHTPOJIUPAAT KaKo HH(POPMAILIUUTE CE CIIOICITyBaaT, OBa IIPABO € OIPAHHYCHO
co oOBpckara jJa He MM HAmTeTaT Ha JpyruTe. [IpUHIMIIOT Ha aBTOHOMHja, a OJ TyKa
JOJDKHOCTA 33 YyBamke Ha JIOBEPJIMBOCTA IMOBEKE HEMa MPUOPUTET Oe3 OBJIACTYBambe Ha
MAIUEHTOT MOXe Ja Ouje J03BOJICHO Win oTpedbHo (66). JoepiuBocra Ha WHMDOPMALIUNTE
3a MAIMEHTOT/MCIMTAHUKOT € TPOIMHMINAHa co 3aKoH. [IpaBHUTE Oapama 3a OTKpUBAHE HA
OJIpe/IcHH BHUJOBH Ha HH(pOpManuu O3 COrJaCHOCT Ha TMAlUEHTOT/ HMCIUTAHUKOT Ce
neUHUPAHN U BO CTATYTApPHOTO M 00MUYajHOTO TIpaBo. Haj3a0ene:KuTeTHHOT 3aKOHCKH YCIIOB
BKITy4yBa 3aJI0JDKUTEITHO TIPHjaByBambe Ha TTAIIMEHTH KOM CTPAIaat o1 OApEIeHU O0IECTH, KaKo
Ha TMPUMEpP 32 OHHE KOM HE Ce CINOCOOHM 3a BO3CHE M OHHE KOM CE€ OCOMHHUYEHH 3a
3noymnoTpebana aema (67). Cropea eTHUKHOT KoJieke Ha KaHagckaTa MeAMIIMHCKA acollMjalnja
(CMA), nexapuTe MOXarT Jia OTKpUBAaT JOBEPJIUBH MHGOPMAIIMN HE CaMO KOTa TOa OJ1 HUB CE€

Oapa ;1a o CTopaT CO 3aKOH, TYKY M KOTa TOCTOU PU3UK 3a 3HAYUTENHA 1TeTa 3a apyrure (15).

JlekapuTe Mopa fAa ja NMOYUTYBaaT JoBepOaTra Ha CBOMTE ManueHTu. lIpuBaTHHUTE
uH(popManuu Tpebda Ja ce OTKpHjaT Ha TPETO JIUIE CAMO BO COIVIACHOCT HA MAllMEHTOT WJIU
HETOBUTE OBJIACTEHHU MIPETCTaBHHUIIN MM KOTa Toa ro 6apa 3akoHOT. Kora e MoXKHO, BaXKHO € 1a
Cce pasropapa co MaIMeHTOT 3a HEOIXOAHOCTA 0J1 KAKBO OMJIO OTKpUBaHE Ha HH(OPMAIUHU MTpeT
TOA Jla ce CIIyud U Jia ce 1mobapa Heropa/Hej3uHa copaboTka. Kora ce 3akaHyBa mTera u He
IIOCTOM KOHKPETHO 3aKOHCKO Oapame 32 OTKPHBAamE, JOJDKHOCTA 3a MPEAYIPEIyBamkbe CenaKk
MOXE Ja ja HaJMHHE JOJDKHOCTAa 3a IOYHTYyBame Ha J0BepiauBOcTa. OMIITO 3€MEHO,
o0ezieyBameTO Tpeba a T COAPKHM caMO OHHME MH(OpPMAlMK HEONMXO/HH 3a J1a Ce CIpeyun
npeBHUIeHaTa mrera U Tpeba na Ouje HACOYEeHO caMO J0 OHHME Ha KOM MM C€ MOTpeOHHU

uH(pOpMalMUTE 3a 1a ce U30erHe Irera.
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HannmBoT Ha TeéHETCKHTE TCCTUpAamka KOW IIOCICAHUBEC ACKAAW HWMaaT IIHUPOKa
ynoTpeba BO MEIUIIMHCKATA MPAaKTHKAa M UCTPAXKyBama MOKPEHAaa MHOTY €THYKU U MPaBHH
oaroBopHocTu. ['eHeTckuTe HHPOpPMAILIMK IO IPUPOAA CE INYHU, HO CEeTaK CEMEJHH, I1a O] TyKa
ce I0jaByBaaT MHOTY Ipalliama 3a 10BepauBocT. OBa ce JOHKU Ha TPU OMIITH KapaKTEPUCTUKU
Ha T'CHETCKUTC I/IH(l)OpMaI_[I/II/I U TOoa: HUMINIMKAIIUUTE HA TCEHCTCKUTC I/IH(I)OpMaI_II/II/I ce
MCTOBPEMEHO MHAMBHUIYATHU U CEMEJHHU; T€HETCKUTE MH(POPMAIIMN CE YeCTO PEJICBAaHTHU 32
uaHaTa 00JIeCT; TeHETCKUTE TECTUPaba YECTO I'M UACHTU(PUKYBaaT HapyIllyBamaTa 3a KOH Hema
e(eKTUBHM TPETMaHW WM TPEBEHTUBHU MepkU. MOKHOCTa 3a JUCKPUMHHAIMja BO
OCHUTYPYBAmE€TO ja HampaBU JIOBEPJIMBOCTa HAa TE€HETCKUTE WH(GOpMAIMK YIITE IMOBa)KHA
(17,18). NUudopmarnmure 0]l TEHETCKUTE TECTOBU OOMYHO CE€ CIOAETYBaaT CO WICHOBHTE Ha
CEMEJCTBOTO CaMO BO COIJIACHOCT CO JUIETO YHHM pPE3yJATaTH OJf TECTOT ce o0jaByBaar.
CemejHara npupojia Ha TeHETCKUTE HHPOPMAITUU MOXKeE Ja co3/1a/ie KOH(DIHUKT Kaj IEKapoT KOj
uMa JIOJDKHOCT JIa ja OApKyBa JOBEPIUBOCTA, HO O]l Apyra CTpaHa MMa JOJDKHOCT Ja TH
Ipeaypeay WICHOBUTE Ha CEMEjCTBOTO 32 MHOKHHOT PU3UK. JJOIDKHOCTA Ja ce mpeaynpeaar
YJICHOBUTE Ha CEMEJCTBOTO 3a TEHETCKara cocToj0a ce 3acHOBa Ha IpeMucarta JeKa
npenynpeayBambeTo € HEOMXO0JHO 3a J1a ce u3berne ceprosna mrera. Cekoe MpeKpiryBambe Ha
JIOBEPIIMBOCTA MOpa Jla C€ 3aCHOBAa Ha peajiHa MpOLIEHKa 3a Toa Jald OTKPUBAKETO Ha
pesyaTaTute epuKacHO Ke crpedd cepuosHa mrera. OBa MPEKpIIyBame Ha JOBEPIUBOCTA
pPETKO ce OlpaBayBa, OCBEH BO CIIydauTe KOra € MOKHa IpPEeBEHLMja MM TpEeTMaH.
[InexynaTuBHATa MPUPOJIA HA MPUIOOUBKUTE O 3HACHETO JIeKa Ce M3JI0’KaHU Ha PU3MK HE ja
MOJIP’KYBa 3aKOHCKATa JIOJDKHOCT J]a c€ MpeayIpeaaT pyTruTe YWICHOBH Ha CEME]CTBOTO, HaKO
TOa MOXKe Jla Oujie eTUIKO 103BoJIeHO (15,68-70). JlekapoT/ucTpakyBauoT KOj pa3MHUCITyBa Jia
ro IpeAynpean WICHOT Ha CEMEJCTBOTO 3a TEHTCKUOT PU3MK Tpeda Jla MOXKe J1a OJrOBOPH ,,Ja“

Ha IMOCTAaBCHUTC IIpalllama :

- Jlanmu 4JIeHOT Ha CEMEjCTBOTO € M3JI0KEHU Ha BUCOK PU3UK O] CEPHO3HU IITETH?

- Jlanu TmpexpuIyBameTO Ha JOBEPIMBOCTa OBO3MOXYBAa Ja C€ CHOpEeYd WU
MUHUMUHHU3UpA mTeTara’?

- Jlanmym TpeKpuIyBameTO Ha JOBEPIMBOCTA € HEONXOJHA 3a Ja C€ CIpeYd WIH
MUHUMHWHHU3UpA MmTeTaTa (T.€. Jaju MalueHTOT OAOWII J1a ja oTKpue mHopMalmjaTa

WM JIa 1aJIe COTJIACHOCT 32 HEj3MHO OTKpUBame)? (68).

[Mpamamara 3a JOHDKHOCTA 32 TIPEAyNPeyBarkba, MPUCTAI KOH 3J]paBCTBEHHUTE TOCUE]a,

BEpOjaTHO Ke OMJaT pelieHn co 3aKOHOJaBCTBOTO.
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1.2.3. locTonHCTBO

U noxpaj KpUTHUKHUTE JIeKa JOCTOMHCTBOTO € HEJjaceH W JIM3raB KOHIIENT, rojeM Opoj
Mel'yHapOJHH YIIAaTCTBa 32 OMOETUKATa Ce MPOTUB UCTPAXKyBamaTa KOU Ce BO CIIPOTUBHOCT CO

YOBEYKOTO JOCTOMHCTBO, 0COOCHO BO BPCKa CO FeHeTcKaTa TexHojoruja. (71).

Kora pa3zmucinyBame u 300pyBame 3a GyHKIIHjaTa Ha YOBEYKOTO JOCTOMHCTBO - HE CAMO
BO OMOETHKAaTa, HO BO Hea oCce0HO, BEIHAII CE TI0jaByBa HEIOCTATOKOT KOj CE JOJKU Ha JIBETE
pa3JIMYHM YJIOTH KOM Ce€ CYIITHHATa Ha OBOj IIOMM M TOa: MpBaTa - ceorndareH MPUHIIKI BO
MOJIUTHKATa (HAKAJIOCT, MMPEMHOTY TPUCYTEH BO JICHEIIHO BpEeMe) W ApyraTa - 3a MOpaJcH
CTaHJap/ MPH TpKata 3a APYyroTo CyIITeCTBO. Bo cexojaHeBUEeTO, MUCIaTa 32 JUTHUTETOT
HAjuecTo € MOBp3aHa CO TprKara 3a MAIMEHTOT, 3HA4YM JieKa € MOBp3aHa CO MEIHMIIMHATA.
MeryToa, TOa € MOSTHOCTABCHO M OTPAaHUYCHO Pa3MUCITyBambe OUICjKU CUMILTU(DUIINPAHETO
HE JIONPUHECYBa 3a MPAKTUYHATA NIPHUMEHA Ha MMOYUTYBAKETO HA TUTHUTETOT. Jla mojacHuMe
JIeKa HUTH TOJIMTUKATA, HUTU MaK MCKIyYyuBaTa MPUMEHA BO MEIHMIIMHATA HE MOXaT Jia ro
pasjacHaT OBOj CJIO)KEH €TUYKH €JIEMEHT KOj € TECHO MOBP3aH CO TICMXHYKATa apXUTEKTypa Ha
cekoja eauHKa. BpenHocTa Ha JJOCTOMHCTBOTO KAaKO CTaHAAp]l 3a IPUXKA KOH MAI[HCHTHTE CO
MIOMOIII Ha KOHKPETHH MIPUMEPH KOH K€ Ja1aT MaToKa3 Ha TAKCOHOMUUTE Ha JOCTOMHCTBOTO C€

npemioxeHu o Jonathan Mann (1988) u npyru nayunuim (72).

Bo Tek Ha mocnenHaTe AeneHNH, 1e()UHUPABETO HA TOUMOT ,,90BEYKO JOCTOMHCTBO
Oellre BO LIEHTApOT Ha XecTokara JiebaTa BO BpCKa €O yjorara ITO 0BOj KOHIIENT Tpeba 1a ja
urpa Bo OMOETHKaTa, a MOCeOHO BO MOJUTUYKUTE JOKYMEHTH 32 OMOMEUIIMHCKUTE Mpallamba.
OB0j oMM € OCHOBa Ha METyHApOJHUOT CUCTEM 3a YOBEKOBHTE IpaBa KOj CE [0jaBU IOCIE
Bropara cBercka BojHa, a 0] HEOlaMHA U HAa MEIYHapOJHHUTE JOKYMEHTH KOM C€ OJIHeCyBaaT
Ha OuoeTukara, ycBoeHH oj MerysnaauHu Tena kako mro ce UN, UNESCO u Council of
Europe (73). ITorperes e 3akiIy4oKoT JieKa OCTOU ,,J10IIa* yroTpeda Ha JOCTOMHCTBOTO (KaKo
OIIIT MPUHIMI) U ,,J0Opa* (Kako KOHKpPETHA BU3Mja 3a IPUKaTa KOH MaueHToT). O6jeKTUBHO,
HE TOCTOM BHCTHHCKM KOHQUIMKT Mery OBHE JBa Ppa3jMYHU IPHCTAI KOH YOBEYKOTO
JOCTOMHCTBO. THWe MOXe Ja ce CMeTaaT Kako KOMIUIEMEHTAapHH H3pa3d Ha IIUPOKO
CHOJIEICHUOT CTaB JIeKa CUTEe YOBEUKH CYLITECTBA IOCEIYBaaT €JHAKBA U BPOJEHA BPEIHOCT

(74).

I_[CJ'II/IOT MefYHapOI[eH cucteM no 1945-ta roanHa, KakO W IPaBHUTEC CUCTCMH Ha
ACMOKPATCKUTC SCMjI/I, CC 3aCHOBAaT Ha MNPCTIIOCTaBKaTa ACKa HYfeTO HAaBHCTHMHA HMaarT

BPOJICHO JTOCTOMHCTBO M 3aToa MMaar ,,COINCTBEHOCT Ha OCHOBHM IpaBa. Bo moxaepHata
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NOJIMTUYKA MMCJIA, NPUYMHATA 33 [IOCTOEHETO Ha JAp)KaBaTa € TOKMY Jla IPOMOBHUpA U Ja
00e30en MOYUTYBame Ha JTIOCTOMHCTBOTO M IpaBara. OBa MpPETHOCTaByBa JeKa MPaBHUTE
HOPMHU HE TH CO3/1aBaaT YOBEKOBUTE IpaBa OJ] HUIITO; JeKa IpaBara Ha JYyIeTo HE ce
KallpUIMO3€H M3YM Ha 3aKOHOJABLUTE, TYKY MOEIMHEUYHHUTE Ip>KaBU U MeryHapoJHaTa
3aeJJHHIIA CE MOPAJIHO OOBpP3aHMU Jla MPHU3HAAT JIeKa CUTE Jyl'e ©MaaT OCHOBHHU TpaBa, HEITO
LITO MPOM3JIETYBA OJl JIOCTOMHCTBOTO KO€ € BPOJEHO BO CEKOE YOBEUYKO cyliTecTBo. Taa
IpeMuca € OCHOBa Ha YHHUBEp3aJIHaTa JIeKJIapallyja 3a YOBEKOBH IIpaBa Kora MpeaBuayBa AeKa
,,CEKO] MMa ITpaBO Ha MMPU3HABAKE HACEKAIe KaKo JIMYHOCT mpel 3akoHOoT  (Article 6). Bo oBoj
HIOTJIE ] BPE/IU /1a ce 3a0eNexH JeKa MPaBHUTE CHCTEMH HE TO MPUKAKyBaaT MOUMOT ,,90BEYKO
JOCTHOMHCTBO® caMO Kako MeTau3WdKa XWIIOTe3a WM MpaBHa (QUKIUja, TYKY Kako
HEOIXOJ/IHA OCHOBA 32 MPABUYHOTO (PYHKIIMOHUPakE Ha YOBEKOBOTO omiiTecTBO (73 ). Cute
YOBEYKHU CYLITECTBA HABUCTHHA 3aCly’KyBaaT Ja OuJaT TpeTUpaHu co Oe3ycIOoBHA MOYHUT, CO
OCHOBHHU TIpaBa 0e3 pa3jiuKa Ha BO3PACT, MOJ, (GU3MYKUTE HIU MEHTAIHUTE CIIOCOOHOCTH,
€THUYKO TOTEKIIO, pesuruja, 60ja Ha KOXka, MOJUTUYKUTE HICH, COIMOEKOHOMCKHOT CTaTyC
Wi 6uno Koja apyra cocrojbéa wim okonmHOCT. OBa € OCHOBHATa Hjea Ha KOHIIENTOT 3a
YOBEYKOTO JIOCTOMHCTBO. Tpeba ga ce moTeHumMpa JeKa CYHITHMHCKH, HUjeara 3a BHATPEIIHO
YOBEYKO JIOCTOMHCTBO HE C€ TOTHHPA MCKIYYMBO Ha OMONOMKHOT (DaKkT Ha MPUIAJTHOCTA HA
Bu0oT homo sapiens. HampoTus, ce 3acHOBa Ha O€3MOTOBOPHUOT (PAKT JeKa YOBEUYKOTO
CYLITECTBO € EHTHTET CIoco0eH Aa pa3bupa, Aa ce camopa3dupa, Oa caka, Ja ce
caMmooIIpeJieNlyBa IPeKy MpocylyBambe U U30Hpame, J1a ce h3paszyBa cO MOMOII Ha YMETHOCT,
uTH. OBrE U3BOHPEIHN CIIOCOOHOCTH KOU YOBEYKOTO CYIITECTBO KAKO BUJ KBAJUTATHUBHO T'O
pa3IuKyBaaT O/ CUTE APYTH [MO3HATHU CYIITECTBA (JlypH M aKO THE KalaluTeTH MOMEHTAIIHO HE
ce MPUCYTHU Kaj CUTE YOBEUKH MOEAMHIIM, WIA HE Kaj CUTE BO HCT CTENEH) ro MpaBaT CeKoe
YOBEYKO CYIITECTBO arcoJyTHO €IWHCTBEHO, CKAaIllOLIEHO M He3aMeH/InBO. Bo ciydaj Ha
MOCTOEH:-E IPYTH EHTUTETH BO YHUBEP3YMOT, THE UCTO Taka OU MMaJie BHATPEIIHO JOCTOUHCTBO
(75). Koncraranmjata 3a 4OBEUKOTO JOCTOMHCTBO M HETOBOTO Je(DUHHpAEmE KOE MHITO TO
OTEJIOTBOPYBA OCHOBHOTO Oapame 3a IpaB/ia KOH CEKO0j MOoeINHELl TPETIOCTaByBa JeKa ,,ceKoja
JUYHOCT MOCEAyBa HEMOBPEUTMBOCT 3aCHOBAaHA Ha MpaBjaTa Koja AypH u O61arococrojoara Ha
OMIITECTBOTO KaKO IeJIMHA He MoXe Jaa ja HaaMmuue (76). MefyHapoJHOTO MpaBO HYAU
KOPHCHM HAacOKHM 3a MMoj00po pa30upame Ha KOHIIENTOT Ha JIOCTOMHCTBOTO KOra IHpPBO
00e30eyBa /1eKa JOCTOMHCTBOTO € ,,BPOJICHO... 32 CUTE WIEHOBU HAa YOBEYKOTO CEMEJCTBO
(UDHR, Preamble). Bropo, Aeka cuTe YOBEUYKU CYIITECTBA C€ ,,CIIOO0IHH U €IHAKBU IO
nocrouHctBotro u mpasata” (UDHR, Article 1) u Tpero, ,,oBHEe TpaBa MpOHU3JIETyBaaT O]

BPOJIEHOTO JIOCTOMHCTBO Ha yoBekoBaTa Ju4HOCT (International Covenant on Civil and
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Political Rights and International Covenant on Social, Economic and Cultural Rights,
Preambles). [TocneqnaBa u3jaBa € 0COOCHO KITydHa: aKO OCHOBHHTE IpaBa C€ 3aCHOBaaT Ha
BpOJIeHaTa BPEAHOCT HAa CEKOE YOBEUKO CYLITECTBO, a HE CaMO HENpEABUAIUBATA OJJIyKa Ha
MPAaTeHULUTE WIK Ha MeyHapoIHATa 3aeHHIIA, TOrall TUE HE MOXKaT Ja OMIaT 0J13€MEHH O
OMJI0 KOja BIacT. AKO IEIMOT Me'yHApOACH 3aKOHCKH CHCTEM 332 YOBEKOBHUTE MIPaBa € 3aCHOBAH
Ha HJieaTa 3a YOBEYKOTO JIOCTOMHCTBO, MOCKCIUTUIIUTHOTO ¥ IOMAaCOBHOTO TPUOETHYBakbe KOH
OBOj MOMM € HaBUCTHHA UMIIpecUBHO. KOMOMHMpAHUOT ameln 3a 4OBEKOBOTO JOCTOMHCTBO U
YOBEKOBUTE MpaBa € naaeH co Tpute aeknapanuu Ha UNESCO kou ce omHecyBaaT Ha
Omoernkara: YHHBep3alHaTa JSKIapalyja 3a YOBEUKHOT TeHOM U 4oBeKoBUTe mpasa (1977),
MeryHnapoaHara Jekiapannja 3a 4oBeKoBHUTe reHercku noaatouu (2003) u YHuBep3amHara
JeKJapanyja 3a Onoetuka u YoBekoBute mnpasa (2005). JlocTOMHCTBOTO, KaKO 3a )KMBHUTE 0COOU
ro MMa HCTOTO 3HAUCHE W 3a YOBEUKUTE TPYIOBU CO MpEBajJCHIMja HAa MPAaBHUTE U

MEAMIMHCKUTE TEKCTOBU KOH I'0 PETyJINPaaT paKyBamkETO CO TPYIIOT.
1.2.3.1. I0CTOHHCTBOTO HA TPYNIOT

Kora 30opyBame 3a QOCTOMHCTBO Ha oco0aTa, Kako BO JpyruTe oOjIacTd Ha
MeIWIHATa, Taka HE MOXKEME J1a TO OJIBOMME HHUTHU O] CyAcKaTra MEAHMIMHA Kako moceOHa
CHEIHMjaIHOCT BO MeAuinHaTa. He Ou 6uiio etuuku nmpudatinBo, paborara BO CIieljaTHOCTa
CyJCKa MEIUIMHA Ja OuJe pa3BOCHA O]l HECOMHEHO NMOTpeOHMOT eTHuyku mnpuctan. Kora
BpIIAT 00AyKIHja, (hopeH3nuapure ce npodecnoHaIHO BKIIYYEHH BO OHA ILITO caMo Io cede ce
neprenupa kako mopaieH npenusBuk (77). Toa ce ogHecyBa Ha cuTe 00JIacTH Of] CyJcKaTa
MeJIMIMHA, TPTHYBajKHU OJ1 TEJIECHUTE NOBPE/IU U MpErjeIuTe Ha BEPOjaTHO OIITETEHUTE 0COOU
KaKo MU PU3HUKU KOHTAKTH, CEKCyalTHH 3JI0yIIOTPeOU, EKCIIEPTU3H BO Pa3INYHUTE BUIOBU Ha
CYICKH TpeIMETH, OOJYKIMUTE Ha TejlaTa Ha IMOYMHATUTE OCOOM Kako M TEHETCKHTE
ucTpaxyBamwa. HajoceTnuBuoT nen 3a ,,myOnukaTa“, cekako ce ayTOICHUUTE Ha TejaTa. 3a
0cOOUTE KOM IITO HE C€ MEIUIMHCKHM MHUCMEHM, a C€ MOJ| BIMjaHHE Ha HEKOM HaJIBOPEIIHU
(dakTOpH, KaKO HEMO3HAaBaYM Ha MaTepHjaTa, ayTolcHjaTa Moxe aa oune Henpudatiua. Co
TaKBUOT OJHOC, YECTONATH ayTOTICHjaTa JIAXKHO U HEYKO Ce KPUTHUKYBa U OJI0MBA, KPUEJKH CE
3a]1 HEKOM KBa3W PEMTUO3HM WM OOMYajHH CTAaBOBU, KOM Ha CEKOja MHTEJIETeHTHA 0co0a co
HOpMaJIeH TIOorJIe/] Ha MOTpeOHuTe Ha NMPaBOCYACTBOTO, MEAUIIMHATA, a TOCEOHO Ha MOTpeduTe
Ha GamunuuTe € HeonxoaHa. He Tpeba na 3abopaBuMe Jeka BO HajTOJIEMHOT Opoj Ha cilydau,
3eMajKl TO TIPEIBUI BPEMETO OJ HEKOM HEMHJI HacTaH, JI0 BPEMETO Ha BpPIICHETO Ha
ayTorcHjaTa, c€ ce OJIBMBa BO YCJIOBH Ha BHCOKM €MOTHBHU TypOYJEHLIMH Kaj OJUCKHUTE.

HpamaH,aTa KOH HITO CC IIOCTaByBaaT 34 BpPEMC Ha pa60TaTa oI CTpaHa Ha ONMCKHTE Ha
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MOKOJHHOT, HAJIOKYBaaT JIETaTHO 00jaCHyBamke, CMUPYBAhE HA COCTOjOUTE U KOHIIEHTpUPaHA
npodecroHamHa paboTa Koja cekako Ke JoBeie A0 BUCTHHATA. JloarameTo J0 BHCTHHATA 3a
HACTaHM KOW IITO CE MOBP3aHH CO TEJIOTO IO OJpa3yBa MOYUTYBAKHETO HA JOCTOMHCTBOTO HA
ocobara, Kako MITO BIPOYEM BHCTHHATA BO CEKOj HACTaH HA CEKOJIHEBHUOT JKUBOT €
JAOMUHAHTCH CJICMCHT BO IIOYUTYBAILCTO Ha JOCTOMHCTBOTO Ha YOBCYKATa CIAWHKA. Kora
300pyBamMe 3a YOBEUYKa €JMHKA, CMETaMe Ha CIUHKAaTa HE3aBHCHO OJ COI[MOCKOHOMCKATa
1oJI0’k0a, CTENCHOT HAa MHTEJIMICHIMjaTa, MEIUIIMHCKATa COCTOj0a, U HErOBHOT CTaTyC BO
OMIITECTBOTO. HakpaTko KakaHO, CeKoja €IMHKa KMMa CBOE JOCTOMHCTBO KOE IITO
3aJI0JDKUTEITHO MOpa Jia ce MOYNTYBa U BO HHUKO] CIy4aj TOoa JOCTOMHCTBO HE cMee Ja Oune

HapyILEHO.

Hanapn Ha nmpeamer co BUCOKa CUMOOJIMYHA BPEAHOCT OTKPHUBA CTaB HAa HEIIOYUTYBAE
Ha HeroBaTa BpeAHOCT. McraTa apryMeHTaIuja MOXxe J1a Ce KOPUCTH U TIPH ,,00pakameTo ™ KOH
YOBEYKHOT TPYII, KOj 32 MOMaJl WJIM TIOrojeM Opoj Ha 0coOU € PeMET CO BUCOKA CUMOOIMYHA
BpenHocT. [Ipen ce, TpynoT OumurieIHo ja MpeTcTaByBa U ja CMMOOJIM3Upa MOYMHATATA TMYHOCT
Ha Koja ¥ npumnarano teiaoro. OJ apyra cTpaHa, JOCTOMHCTBOTO Ha TEJNOTO, Ipes] OUI0 KaKoB
Hay4eH MpHCTal, MOKE CHMOOJMYHO J1a Oue HapyIIeHO MPEKYy CKBEPHABEHETO Ha TPYIIOT.
HcropujaTa e moiHa co cay4yand Kora TeJIoTO Ha MPTOB HENpHjaTes OMII0O CKBEPHAPEHO CO IEl
Jla ce MOHMKU MpTBarta ocoba. KimacuueH ciyuaj e youctsoTo Ha Llunepon uuj Tpyn jaBHO Ot
ocakaTeH M u3NoxkeH Bo Pumckuor kBopyMm. Kako mto 3a6enexysan Michael Rosen ,,eqna on
KapaKTepUCTUKUTE OJf HAJHAaCWJIHUTE M JAECTPYKTHUBHM akTh Ha 20-THOT Bek Ouio

MOHUKYBABETO U CUMOOJIMYHOTO JIerpaaupame Ha KpTBuTe (78).

PaGorata co MpTBUTE € MHOry crennduyeH By Ha paboTa. Mako 3aKkOHOIABEIOT U
MOIIMPOKATa jaBHOCT 0apa IOCTOMHCTBEHO MOCTAIyBabe CO TPYIOBUTE, MPABHUOT CTATyC Ha
TPYIOT HE € HECTIOPEH, HUTH T1aK € OYHIJIETHO BO IITO Tpeda Ja ce COCTOM TOCTOMHCTBEHOTO
MOCTaIlyBamke CO MOKOJHUKOT. HameTo Mucneme e aeka mpaBuiiaTa 3a BpIICHe Ha ayTOICHja
Wik O0AyKIHja, OOAYIIMOHUTE TEXHUKU CO KOM Ke OuJe MOXKHO J]a C€ OCTBapaT LEINTE Ha
obOyKkimjaTa ce J1el, Kako M BO cekoja mpodecrja, co OCHOBHUTE €JIEMEHTH 3a HECOMHEHOTO
MOYUTYBAkE HA JOCTOMHCTBOTO HAa TPYIOT. [ 0 mocTaByBaMe KpyIHjaTHOTO Tpallake — 3apeM
HEMPaBEeHETO Ha OOAyKIMjaTa U HEPACUUCTYyBAETO Ha CIIy4ajoT IMOBeKe Ke ro 3adyBa
JIOCTOMHCTBOTO OTKOJIKY OTKPHBAHETO HA BUCTHHATa? JIOCTOMHCTBOTO HA TPYIOT, MO HAIe
MUCTIEH-E, K€ TO COUYyBaMe €IMHCTBEHO CO BUCTHHATA KOja IMITO Ke O1Jie COOMIITeHa Ha 0coOuTe
KOM He camo (OpMalHO-NPaBHO, TYKy M €MOTHUBHO, Ouje HajONUCKU Jl0/IeKa >KHUBEEN

HOKOjHI/IOT, ce JO0JCKa Kaj HMB € )KMBO CEKaBambETO 3a HETO.
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Cnopen Holczabek (1998), BepojaTHO 3a ceKOTO € pa3OUpPIIMBO JeKa CAMUOT YOBEUKH
TPyl € BTypHAT BO BTOpP IUIaH, HO Ha MOYMHATHOT MY CE€ JaBaaT IIEJOKYIHOTO 3HACHE U
BeIITHHU Ha JiekapoT (79). On exHa cTpaHa, 0Baa apryMeHTaIija € BO CKiIaa co Grito30(hcKuTe
MO3HIIMM KOW C€ 3aCHOBAAT HA JIOCTOMHCTBEHO HIIM MOYUTYBAaHO TOCTAIyBambe CO YOBEUKHU
TPYIOBH U Ce€ BO MHTEpeC Ha Mo4yuHartaTa JudHocT. On Apyra crpaHa, 3a0eliexkIuBO € JeKa
JekapuTe BO pabdoTaTa BO HECOOJIBETHH PAOOTHHM YCIIOBH IO CMETaaT KaKO MEIIAmke BO
JIOCTOMHCTBEHOTO TIOCTaIyBambe co yoBeukuTe Tena (80). [To Hamie Mucieme, penaBameTo Ha
CJIy4ajoT TIOBEKE JIONPUHECYBAa KOH COYYBYBAaHETO Ha JOCTOMHCTBOTO HA TEIOTO, OTKOJIKY
ryOMTOKOT Ha BpeMe 3a Jia CE HajaaT KOJKY TOJKY JOCTOMHCTBCHH WM ,,JOCTOMHCTBEHH
yclioBH 3a pabota. la Oupeme yIuTe MOETr3aKTHU, PEIIaBamETO HA CIIYYajoT Tpeda Jda uMma
1orojieMa BaKHOCT, Ta JYPH U 3a JIOCTOMHCTBOTO Ha TPYIOT, OTKOJIKY YCIOBHTE 3a padoTa.
Jlpyro e mpaniameTo Kora ce BpIIH ayTOICHjaTa BO MHCTHUTYIIMOHAIHH YCIOBH, HO TOA € BOH

MpaliameTo KOe € MPEeJAMET Ha KOHKPETHUOB TPY/I.
1.2.4. IlpuBaTHoOCT

Bo koja Ouio jypucamkIiija moctojaT TpU TJIaBHU NPHYUHHU 30IITO 3alITUTaTa Ha
NPUBAaTHOCTa BO BpPCKa CO 3JpPABCTBEHATa COCTOj0a, CEKaKO M PE3yJITaTHTE 3a TeHeTcKara

COCTOj6a U TCHCTCKUTC UCIIUTYBalka € TOJIKY BaXXKHA.

[IpBo, moenMHLIMTE MOXAT Ja CTpajaar of cpaM, CTUTMa, JUCKPUMMHALIMjA U IPYTH
IITETH 110 HUBHOTO JIOCTOMHCTBO JIOKOJKY YYBCTBUTEIHHTE MH(POPMALUU CE€ HECOOJBETHO

OTKPUCHHU.

BTopo, kBayIMTETOT Ha 37apaBCTBEHATA 3aIITHTa MOXKE Ja OMAe KOMIPOMHUTHPAH aKo
MOCAUHIIUTE KOM C€ IUlalmaTr oOJi HECOOJABETHO OTKPUBAKE HA HUBHUTE YYBCTBUTEIHHU
nH(pOpPMAIIUHU ce OTKAXKAT 0J1 HABPEMEHO JIEKYBah€ MOPaIi CTUTMATU3UPAYKU COCTOjOU UITH Ce
BKJIy4aT BO 00paMOeHU MPaKTUKH, KAKO IITO € 33p>KyBamkbeTo Ha OJIpeAeHN HHPOPMAIIHH O]

HUBHHTE J1aBaTeNId Ha 3[PaBCTBEHH YCIIYTH .

Tpeto, mTeTuTe 3a jaBHOTO 3JpaBje MOXKAT Jla Ce I0jaBaT aKo JHIaTa CO 3apa3HH
Oosectu, MEHTaTHU 0O0JIECTH, 37I0YNOTpeda Ha CYNCTaHIMU U JIPYTH YYyBCTBUTEIHHU COCTOjOU

TO OAJIOXKAT WM CIIpeYaT JICKYBAKBCTO 3apaand CTpaBOT O/ FY6GH)G Ha IpUBAaTHOCTA.

Pa3Bojor Ha enekTpoHCKaTa 37jpaBcTBeHa eBuaeHIM]a (electronic health record EHR) u
EJICKTPOHCKHUTE 3IPABCTBCHH MPEKH C€ MUPOKO MpH(aTeHH BO pa3BUCHHUOT cBeT. Ho, pa3BojoT

Ha EHR u EHR mpexuTe Bo moroseMuor aen oA pa3BUEHHOT CBET T'O 3roJIieMyBa PU3HKOT 32
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npuBaTHOCT, Omnejku EHR BooOWuaeHO ce TOJNKy ceomdarHH IMITO COAP)KAT 3alKcH 32
KIIMHUYKATa COCTOj0a 3a CHTE MpUMAaTelld Ha 3/PaBCTBEHA 3aIITHTA, COAPXKAT 3PAaBCTBEHU
JIOCH]a 3a MO0/ BPEMEHCKHU MIEPHOJ] ¥ BEIHAII C€ TUCTPUOYHpaaT Ha MOBEKE CTPAHM CO IITO
CTaHyBaar jaBHHU. MICTOTO BaXkH M 3a HCTpaKyBarme. EHA 0J1 MOYKHUTE MOCICAMIIM IITO AYPH U
JEICHUCKH YYBCTBHTEITHH WHGOpPMAIMU OCTaHyBaaT Kako Jed O] EBUJICHIHMjaTa 3a
MOEIMHEIOT CO IITO MOXE J1a TH BUIU CEKOj KOj MMa MPHUCTAIl J0 €KPaHOT U JIa TH KOPUCTH
Jn00poHaMepHO WM 31oHaMepHO. CyIITHHATA HA TEXHOJOTHUTE M MOJMTHKHUTE JIa UM CE JIaJie
Ha MMaIMEHTUTE ITOrojieMa KOHTPOJIa BP3 COJP)KMHATA HA HUBHUTE 3[PaBCTBEHHU J0CHea € Ja ce
OTTPaHWYM MPHUCTANOT HA TPETH JIMIIA JO HUB. 3alTHTaTa Oelie MIMPOKO pas3riielyBaHa BO
HEKOJIKY 3€MjH,a HAYWHUTE 3a 3alTHTa W IOHATaMy C€ pasrieayBaaT BO HOPMAIHH M
o0jexTuBHY 3eMju. ETHa 0J1 KOHTpaBEP3UTE € MOKHHOT HEIIEJIOCEH MIPUCTAIT Ha 3/IPaBCTBEHUTE
paboTHuIM a0 BaxkHU uHPopManuu 3a mauueHToT (81). Cekako, cermMeHTalMHjaTa Ha

nmoaaTouuTe CCymTe HE € YCBOCHA BO 3a10BOJTyBaYKa MCpKa.

Ho, 4oBekoBUTE MHTEpEecHpama 3a APYTHTE OJaT JOTaMy IITO HEOBJIACTEHO XaKUPaaT
YyBCTBUTEIHH HH(GOPMAUK Mely KOM CE€ CEKako M 3[paBCTBEHaTa cocTojda Ha Jpyru
MOEMHIM OJ1 TyKPAaTUBHU, HHTEPECHHU, PEKIAMEPCKU, 0300pyBauKi U MHOTY JIpYT'H IPUYUHU
(82). IlocTon HemOTpeOHO MMPOK, @ OBJIACTEH MPHCTAl Ha 3APABCTBEHUTE JOCHEa U Ha TOj
HauuH HacTaHyBa morojem npobsueM. IlocTojaT ABa rilaBHU HAUMHHU HA KOM MOXeE J1a ce J10j/1e

A0 IPEKYMEPHO, OBJIACTCHO OTKPHUBAKC HA TOJATOIH.

[TpBo, 1aBaTeNnOT Ha 3APaBCTBEHA 3aIITUTA OCOOEHO JIEKapOT CO JIETUTUMHA IT0Tpeda aa
KOPUCTH caMoO Jell Of 3JpaBCTBEHAaTa €BMJCHIMja OJf MOEJMHELOT BOOOWYAaeHO a00MBa
HEOTPaHMYEH IPUCTAIl IITO MPETCTaByBa M3BOP Ha 3arpyKEHOCT 3a HEKoW mnanueHTH. Ha
pUMep, JEKapoT BO OJJIETOT 3a UTHU CIy4yau KOj JIEKyBa JKE€Ha 3a UCTETHYBamhE Ha IIYKJIO0T
JIOTUYHO HeMa moTpeda J1a MMa MpHCTal 10 UCTOpHjaTa 3a PEenpoAyKTHBHOTO 37paBje Ha
JKE€HaTa WK TeHeTCKuTe HHpopMmarun. [IpakTHuHO aHTaKMpaHUTE JIeKapu HEMaaT BpeMe HUTY
MaK CKJIOHOCT Jia BPIIAT KOHTPOJIM HU3 3APABCTBEHUTE JOCHEA 110 YyBCTBUTEITHH HH(DOPMAITUH.
Cemnak, MHOTY AI[UEHTH BEPOJaTHO OUYEKYBaaT MOTEHIMjAJIHO CTUTMATU3UPAUYKHU PE3YJITAaTH O

TE€HETCKHU TCCTOBMU.

BTopo, MHOTY TpeTu CTpaHKM KOM MMaaT MHTEpEC 3a 3[paBCTBEHATa U €KOHOMCKAaTa
MOK Ha MOCAUMHEIIOT MOXKE [a I'O0 HalpaBaT MOTIIMINYBAKLETO HA OBJIACTYBALC 3a OTKPHUBAKLE
3paBCTBEHU HH(POPMAIIMH YCIIOB 3a T.H ,,IPUHYACHHU 00€I0/IeHyBama’ ce TOBEKe BKIIyUyBaaT

TCHCTCKHU U ApYyTU I/IH(I)OpMaLII/II/I IMMOBP3aHU CO MEPCOHATIU3UPAHA MCAUTTUHA. Iloenuuenor KOj
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mrTo Tpeda Ja M YyBa IOBEpIMBUTE HHGPOpPMAIMU CE jaByBa Kako ocoba Koja MITO TH

KOMIIPOMUTHUPA OCHOBHUTE IIOCTYJIaTH Ha 10BEPIUBOCT (83).
1.2.5. IlpaBHM UMILTUKALIMH

[IpaBHHOT KOHIIETIT Ha aBTOHOMHja CITY’)KM KaKO OCHOBA 3a OpOjHH OJJIYKH KOH TO
HITUTAT TEJIECHUOT WHTETPUTET Ha €JHa JHMYHOCT. Bo mpaBHara cBepa, NPUHIMIIATE HA
NPUBATHOCT C€ YaJI0p Koj I oraka mparramaTa 3a aBTOHOMHja 1 JoBepauiBoct. OOBpckara
Ha MCTPaXyBayWTe Ja MMaaT UMQOpPMHpaHa COTJIACHOCT € yTBpJAEHa cOo 3akoH. IIpaBHara
JOKTPHHA YECTO OIHMINAHA Kako ,MH(PpOMHUpaHa coOrIacHOCT e mono0po chaTeHa Kako
~AHbopMUpaH u300p“, OuIEjKM 3aKOHCKAa JOJDKHOCT Ha JIEKapoT € Ja ro uHdopmupa
MAIMeHTOT 3a Ja TOj/Taa HampaBu HM300p, KOj HE CEKOraml pe3yiTHpa CO COTJACHOCT.
JloipKkHOCTa Ha JIGKapoT J1a OTKpUE UH(POpPMALUK PEJIEBAHTHH 3a M300pOT IITO ce Oapa crara
BO I'paraHCKOTO TPaBO: 3aKOH 3a HEOPEKHOCT. MOXKe Ja ce YTBP/IH JIeKa JIEKapOT € HeOpEeKeH,
aKo c€ OJUTYYH MAIMEeHTOT (BKJIY4yBajKd IO U300POT Jla Ce OTKaXKe O]l JICKYBAHCTO) 3apajiu
HECOOJIBETHOTHA WH(OPMUPAHOCT IITO OOjEKTUBHO pE3yJTHpa CO IITETa 3a MAaIlUCHTOT.
Criopen Toa manueHTHTE KOU Ce TIOKAaHETH BO CTyJHjaTa Mopa na ounatr nHGopMupaHu, Mery
JPyTOTO 32 00EMOT U NMPHUPOJIaTa Ha TO3HATUTE PU3HIIN, MOKHOCTH YYECTBOTO BO CTyAMjaTa Ja
uMa TUIaHUPaHU, HO M HEMO3HATH JPYTH HE TUTAHUpaHu pusuim. JJomkHOCTa Na ce 00e30enu
JIOBEPJIMBOCT € OCHOBa Ha JOrOBOPOT JIeKap- MAaIMeHT, JOBEpPHUTEICKa JOJKHOCT H
3aKOHOJIABCTBO. JloBepiMBOCTa € BOOOWYACHO MMILTUIIMTEH TEPMUH Ha JIOTOBOPOT JIEKap-
MaIMeHT (T.€. MPEMOITYECH JIOTOBOP MOMEry JIEKapoT U MAIEeHTOT 3a MpYXamke Hera) U 3aToa
HEroBaTa MoBpejia € OCHOBA 3a MIPaBHA MocTanka npoTus jekapoT (14). loBepnuBocTa nma 3a
1)1 J]a IO MOTUKHE CJI000HUOT MPOTOK Ha MH(OpMAIK MoMery MalueHToT U JIEKapoT 3a Jia
MOYKE aJIeKBaTHO JIa Ce JIeKyBa 0oJiecTa Ha IMMalMeHTOT. 3alITHTa Ha JOBEPIMBOCTA € UCTO TaKa
OTpaB/JaHa Kako Mpalllamke Ha JaBHOTO 3/paBje, Oujaejku OoiHUTE Jyf'e MOXeOu He OapaaT
MEIMIIMHCKH YCIIyTH Ha MPBO MECTO JIOKOJKY TOBEpJIMBOCTA He € 3amTureHa. Kako nmpaBHa
paboTa 10oBEepIMBOCTA FEHEPAITHO € 3alITUTEHA BO OIHOCOT Jiekap nanueHT. Cenak, TeHETCKOTO
TECTHpame He MOXKE CEKOTalll J1a ce CIy4YH BO OJHOCOT Ha JIeKap ManueHT. HaydHuKOT Moxe
JIa TO TPEB3eME TECTHPAHETO WITH CKPHHUHTOT MOJKE J1a C€ CIIy4YH BO YCIIOBH Ha BpaOOTyBame.
['enerckuTe MHGOPMAITUH C€ PA3NUKYBAAT O] APYTUTE METUITUHCKU HHPopMariu. OTKpUBaaT
HE CaMoO TOTEHIIMjajHa OONIECT WM APYTU PHU3UIM 32 MAIMEHTOT TyKy W MH(popmanuu 3a
MIOTEHIIMjaJTHATE PU3HUIIH 32 JIeTaTa U KPBHUTE CPOAHUIN. DaKTOT JieKa TeHETHIAPUTE MOKeOH
cakaaT Jia TW 3alITHUTAT TPETHTE CTPAaHW OJ INTETa CO KPIICHETO Ha JIOBEPIUBOCTA U

OTKPUBAH-ETO PU3HILIM 32 POJHUHUTE € MOTBpAEHA Bo crynujata Ha Wertz and Fletcher (1989)
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BO KOja MIOJIOBHHA OJ1 aHKETUPAHUTE TeHETHYapy OM TW OTKpHJIe HHPOPMALMUTE HA POJAHUHUTE
MOKpaj 00MBAETO Ha MALMEHTHUTE 32 pa3oTKpuBame Ha nHpopmanuute (84). XKenbara Ha
TEHETHYapoT Jla TH OTKpUE ce 3aCHMBA Ha HWjeara Jeka MHpopManuuTe ke My IOMOTHAT Ha

poaAHHWHATA aa H30€erHe ITETA.

Bo npaBHara 00J1acT MOCTOM UCKITYYOK O JIOBEPIUBOCT: JIEKAPOT MOKE BO OJIPEICHU
CJIydau Jia ja HapyIIH JOBEIMBOCTA CO eI Jia 3alITHTH TPETH JIUIIA OJ1 IITETa Ha TIPUMEp Kora
MAIMEHTOT MOJKE Jla TIPeHece 3apa3Ha 00JIeCT WM Jia U3BPIIM HACWICTBO BP3 JIMYHOCT,A IITO
MOXKE€ Oda c€ I/II[GHTI/I(i)I/IKYBa. J_—[OHHHI/ITCHHO, IIpyu IMPUHLOUIIOT 3a 3allITUTA HAa TPCTH JIMIA O
CepHO3HAa IITETa HMCTO TaKa MOXE Ja ce KOPUCTH 3a Ja CE OBO3MOXKH OTKPHBAIE Ha
paboTo/MaBavyoOT KOra 3JpaBCTBEHATa COCTOj0a Ha paOOTHHKOT MOXKE Jla CO3/ajic PU3HIMU 3a

OKOJIMHAaTa.

Jlexaport e yrpaByBaH O]l IE€TT¢ OCHOBHH MPHUHIIUIIKA U MOpa Ja pabOTH BO paMKHUTE Ha
Me/MIMHCKaTa eTHKa (Xumokparosa 3akiersa). [laiueHToT Tpeda 1a ' MoYuTyBa KyJITypaTa,
penurujara, OMIITECTBOTO M CEMEJHHTE HOPMH; HO IPEA CE € 3aKOHOT. PeryiaTtopHUOT u
IPaBHUOT CHCTEM Ha CEKOja 3eMja MOpa Ja MHTEPBEHHpA 3a Jia ce 00e30e1y KBaJIUTETOT U
BEPOIOCTOjHOCTA HAa TEHETCKUTE/TeHOMCKHUTE TecToBH. CeKoja 3eMja ke 3aBUCH [Tl K€ YCBOU
COOJIBETHH PETYJIaTHBU CIOPE] HEj3MHHUTE MOCCOHM Crenu(pHKH CEKaKo BO COIIACHOCT CO

meryHapoguute crangapau. (Cnuka 2) (85).

ITanaenT PN ‘ JokTop ‘ G | ® MeIHOAHCKA €THKA

e Ilpaso
I ] ¢ Peanramm

Ilet 6A3HYHH eTHYKH DPHHNIHIH
e IIpaso
e Kyarypa
. TVP. ABTOHOMHja HA NANIAEHTOT
e Peanrmja
e OnmrecTBo He3zmo6HOCT IIpaeaa
EECEREIED JloBepanBocT JloGponeTencTRO

Crnuka 2. @akTopy KOW BJIMjaaT HA TMOCTAKUTE Ha JICKAPOT U TMAIUEHTOT M OCHOBHHTE

IMPUHHLIINA Ha €TUKA
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1.2.6. ConujajHu MMIJIMKALUH

[lIto ce oaHecyBa 3a COIMjAIHUTE MMIUTUKALMU CE€ MHCIM HAa KPUTEPUYH KOU ce
OJIHECYyBaaT Ha OMOETUYKUOT MPHUHILIMII Ha TUCTPUOYTHMBHA MpaBla, KAKO U KPUTEPUYMHU 3a

pucTam 1 COONIITYBak€ HA TCHCTCKUTC I/IH(bOpMaLII/II/I.

MHory o pu3MLUTE MOBP3aHU 3a FEHETCKO TECTHPame BKIydyBaaT €MOLIMOHAJIHHU,
COMjaTHU WM (UHAHCKU TOCIEAUIIM OJ] pe3yiaTaTuTe Ha TecToT. Jlyfero Moxe na ce
YyBCTBYBAaT JICMIPECUBHM, BO3ZHEMHPEHU WJIM BUHOBHM 33 HUBHUTE pe3ysiTaTd. Bo Hekou
ClIy4al TeHETCKOTO TECTHUpame CO3/1aBa HECIIOKOJCTBO BO CEMEJCTBOTO, OUJICjKU pe3yITaTuTe
MOJKaT Jia OTKpHUjaT nH(OPMAIIMHU 3a APYTUTE YWICHOBH Ha CEME]JCTBOTO, MMOKPAj JIMIIETO IITO €
TECTUPAHO. 3arprKyBa U MOYKHOCTA 32 TUCKPUMHUHAIIH]a IPH BPaOOTYBakE WIH OCUTYPYBAmbhE.
O0jaByBame Ha HEKOU PE3YJITaTH MOTKPEHYBA HEKOJIKY YYBCTBUTEITHH palllarmha 32 YOBEUKUTE
mpaBa, Kako IITO € MOXKHOCTA 3a AMCKPUMHHAIMja U COIMjaJiHA CTUTMa 3a J00HMBame Ha
3[PACTBEHO WJIM XKUBOTHO OCHUTypyBame WM BpaboTyBame (86). On Tyka u BaXHOCTa Ha
nosepiuBocta Ha pesynratute. CAJl Bo 2008 roamHa ro o0jaBU 3aKOHOT 3a
HEeMCKpUMHHAIM]a Ha reHeTckuTe nHpopmanun (Genetic Information Nondicrimination Act-

GINA) koj 3a0paHyBa JUCKpUMHUHAIM]ja HA TEHETCKUTE mmoaaTou (87).

TakoB 3aKOH HE MTOCTOM BO TTOBEKE 3€MjHu BO pa3Boj. Heauckpumunammja ce ogHecyBa
Ha MMPaBOTO Ha MAIMEHTUTE Jla OuaT MOAETHAKBO TPETUPAHU BO M HAJBOP OJ 3/PABCTBECHUTE
yCTaHOBHU, 0€3 Orliej] 07 HUBHUTE T'€HETCKH/ T€HOMCKH aHaTu3W KaKo IITO € HaBEIEHO BO
W3Bemtajor Ha MeryHapOAHUOT OMOETHYKH KOMUTET 3a MPUHIIMIIOT HAa HEIUCKPUMUHAIU]A U
Hecturmatuzanuja (88). Coapxu Tpu MOJKPUTEPUYMH: a. ,,130€THYBamkE HA peTyKIIMOHU3aM
3a MIpereHyBamke Ha TeHOMCKOTO BJIMjaHUE WUJTH MOTIIEHYBamke Ha (DaKTOPUTE HA OJTHECYBAKETO,

HCI/IXOCOHI/IjaHHI/ITe q)aKTOpI/I H )KUBOTHATa CpCArHA:

a. ,,J'eHeTcKka HCKIIyUUTETHOCT® ce O/IHECYBa HA OCEOHO paKyBambe CO T€HETCKUTE MOJaTOLU
CO OrjieJ Ha HUBHATa MpHUpoaa 3a o0e30emyBame Ha WH(MOpPMAIIMK 32 MOMEHTAJHATA WIIH
UJIHaTa 3/paBCTBEHA COCTOj0a Ha JIMLETO, HETOBOTO CEMEJCTBO W MOXE Jla MMa KYJTYpHO

3HAYCHC;

0. ,,JI30erayBame cTUTMaTH3aMja’ Ha JTUIIATa 3apajy PEe3yJITaTOT OJ1 TECTOT 3a HETO WJIN Hea,

CCMCjCTBOTO, rpymnara Wi 3acHunara.

3aKOHOJABCTBOTO KO€E ce 00MIyBa J1a CIIpeur reHeTCKa JUCKPUMHHALIN]a BO )KUBOTHOTO

OCHUTYpYBamk€ M IPyTU TPAaHCAKIIMH € JOHECEHO BO MHOTY 3eMju. [IoBeKeTo 07 OBHE 3aKOHU TH
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TpPEeTUpaaT TeHETCKUTe UHPOPMHUILIMU OJBOCHO OJ JAPYTHTE 3APABCTBEHU HMH(DOPMAIUH, ApYyTra
NOJUTHKA KOja € TOTCHHWLHMjAIHO HpalyoHalIHA OHJejku ce 3aHocoBa Ha ,,I€HETCKa
UCKITyYUTEIHOCT . MHOTY O] OBHE 3aKOHH Ce O0MAyBaaT /a clipeyar TUCKpUMUHAIM]a IPEeKy
OrpaHHuyBame Ha MH(POPMAIIMHUTE HITO MOKAT Ja ce KOPUCTAT 3a Jla C€ MPOIIEHH BEpOjaTHOTO
3apagje Ha moequHenoT (89). HaaBop ox 3arpmkeHocTa Ha MPUBATHOCTA, OCHOBHOTO TPAIIAhe
Ha TeHeTCKaTa JUCKPUMHHAIIN]A € pacmipeaendara Ha pusukor. Ha nmpumep, Bo CAJl, ox 2014
roJMHa, Ha MPHUBATHUTE 3APACTEBHU OCUTYpATEIHM KOMIIAHMM HE UM € JO3BOJICHO Ja IO
KOPHCTAT 3/IpaBCTBEHUOT CTATyC Ha MOEAMHENOT ( BKIy4yBajKu T€HETCKU UH(OpMAILNK) TPU
OJUTy4yBalkE€TO Jlalu Ja u3Aanar mnohuca 3a ocurypypame (90). Mako mnpeaBuiMBuTe
3/IpaBCTBEHU MH(POPMALIMU CE MHOTY PEJICBAHTHHU OJ1 aKTyepCKa TJIeIHA TOYKa, HOBUOT 3aKOH
ja u3pa3yBa jaBHATa IMOJMUTHUKAa BO KOPHUCT HA HEOTPAHWYEH MpPUCTAIl 10 KOMEPIIHMjaTHOTO
3J[PACTBEHO OCUTYPYBamb€ LITO TO OMPaBAyBa MIUPEHETO HA PU3UKOT Kaj CUTE MOSAMHIIUA CO

OCUTYpYyBamE.

1.3 laBame Ha pe3yJITATUTE O FTEHOMCKHTE HCTPAKYBamba

Ce moronem 6poj EBporicku rcTpakyBayky MPOEKTH TH AaBaaT WIH IUIAHUPAAT J1a TH
JanaT WHAWBUIYATHUTE TEHOMCKH HCTPAKYBAauKU pe3yTaTH (T.€.HAOAMTE OJ HCTPAXKyBambaTa
KOM Ce OJJHECyBaaT Ha €IHa MHIMBHIAya) Ha yecHunure. Ho, u mokpaj M300MICTBOTO Ha
E€MITMPHUCKH CTYJIUHM KOU C€ CIIPOBEJICHH JI0 JIeHeC, AedaTara NpoJo/DKyBa 3a Toa AajiH U J10 KOj
CTETIeH pe3yiTaTuTe Tpeda a MM Cce T0CTaBaT Ha YYECHUIIUTE BO TEHOMCKOTO UCTPaKyBambe.
WHiuBryatHATE UCTPAKyBAauKH pE3yNTaTd MOXKaT Ja Oujar: cnecupuvHd pe3ynTaTd 3a
crynujata ( study specific results-SSF) xou ce ogHecyBaar Ha ceomdaTHUTE HCTPaKyBadKu
npaliama BO MPOEKTOT; CeKyHaapHHU Haoau (secondary findigs- SF) aktuBHO Gapanu BapujaHTH
MOBP3aHU CO COCTOjOM WM OCOOMHU KOM HE C€ MOBP3aHU CO MCTPAXYBAmHETO W HECaKaHU
Hao iy (unsolicited findings —UF) ciy4ajHo nneHTu(rKyBaHN BapyjaHTH KOU MPEAU3BUKYBaaT

0O0JIECT M KOU HE Ce IMMOBP3aHU CO UCTPAKYBAUKOTO IIpalliambe.

YmarcTBara U3OaJCHHU O[] l'IpO(beCI/IOHaJ'IHI/I TE€J1a HE C€ CCKOT'alll KOH3MCTCHTHH BO OJHOC
Ha HCKOUM aCIICKTH HAa JOCTAaBYBAKLETO HA PEIYIITATUTE. Hewma peraman ynaTrcTBa Jajiu Tpe6a Ja
Ce anjaBaT BapI/IjaHTI/ITe CO HCCHUTYPHO 3HAYCHC U AaBaaT CIIPOTUCTABCHU MUCIICHA BO BPCKa
CO TOa Jajin Tpe6a Ja CC npnjaBaT HCCAaKaHHUTC, CJ'Iy‘-IajHI/ITC Haoau. Hcro Taka, HOCTOjaT
pPa3iivKi WU BO HHUBHHUTC IPEIIOPAKK BO OJHOC Ha TOa AaJli aKTHUBHOTO npe6apyBaH)e Ha
CCKYHJAapHU HaoaAuW € COOJABETHO, KaKO U 10 KOj CTCIICH € HHWBHa AOOJDKHOCT 3a IMOBTOPHA

aHaJM3a Ha BapHjaHTUTE Kora ke ce rnojaBat HoBH nH(popmarmu (91). [loBeke mpoekTH kou Tu
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JlaBaatr pe3yaTaTtute ce GOKyCHpaaT Ha Pe3yNTaTHTE O] HUCTPAXKYBAETO KOU C€ MOBP3aHU CO
3/IpaBjeTo U JOOPTBOPHOCTA (OHHME KOM MOKE Ja OMaaT Mo Haa30p, MPEBEHIIMja U TPETMaH),
Ounejku oBUMe ce cMmeraar 3a eTHuku mnpuopureT (92). [laBameTo Ha HHIVBHIYaJTHHTE
pesyaratu on ucrpaxysawTo (IRR), € BO mpuHIMI moap:kaHO O Pa3IMYHUTE 3aCETHATH

ctpanu (93).

3npaBcTBEHUTE PAOOTHHIM, HWCTPAXKYBAUUTE W WICHOBHTE Ha O0J0OPOT 3a
WHCTUTYIIMOHAJIHA pPEBU3Mja C€ TEHEPAIHO ITOBHHMATEIIHM BO BpPCKAa CO JIaBalkEeTO HAa
pe3yNITaTUTe OTKOJIKY IITO C€ YYCCHUIIUTE, MAalMeHTuTe u jaBHocTa (94, 95). Cute 3acernaru
CTpaHM JaBaaT NMPHOPUTET Ha JaBame HA PE3yJITAaTHTE IITO MOXKAT Ja AOBEAAT J0 HaaA30p,
npeBeHIja u/ wim tpetMad. [IpodecrnoHamHuIMTE U3pa3yBaaT 3arpKEHOCT, BKIIYYUTEIIHO U
MOTEIIKOTHH BO JIOOMBamkETO HA HH(POPMHpaAHA COTIIACHOCT, HEJIOCTATOK Ha BPEME U PECYPCH,

MOYKHA MpeTepaHa IMjarno3a, KIMHINYKO MpaTehe M MOTSHIIKjall 3a TICHXUYKa mreTa. (95,96).

CraBoBHTE Ha 3aCErHATUTE CTPAHU 3a JIaBamb€ Ha pe3yJTaTUTE OJ UCTpaKyBamaTa I'
0Jlpa3yBaaT IIPaBHUTE peryjaTuBU Bo EBporckara npaBHa pamka, Koja € HOTKpENeHa co TpU
IPUHLKIY (TIPAaBO Ha MPUCTAIN HAa YYECHUKOT, IIPaBO HAa YYECHUKOT J]a 3HA€ U MPaBo J]a HE 3Hae
U JIOJKHOCTA Ha UCTPaKyBayoT 3a IPUKA) KOU CE€ apTUKYJIMPAHU U CE€ NOTIHpaaT Ha YETUPHU

pEeNIeBaHTHU U MPaBHO 00Bp3yBauku UHCTpyMeHTH. (97-101) ( durypa 2).
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EBponcka npaBHa Mpe:ka 3a Bpakambe
Ha De3VJITaTuTe

IIpaBo Ha mpucTANl HA Y4eCHUKOT

Koneenyuja 108 u Koneenyuja
108+*

* ParudukyBana on 47 npaBH
qreHky Ha CoBetoT Ha EBpora,
npudaTeHa o1 8 3eMju HAABOP OJ1
EBpomna

** OTBOpeHa 3a MOTIHIIYBakE U
parudukammja

UYnen 9(0): IIpaso na ce nodue, Ha
Oapame, MOTBp/a 3a 00paboTKaTa Ha
JIMYHM TIO/IATOLHM IITO CE OJJHECYBaatT
Ha Hero/Hea.

- Komynukammjara Tpeda na ouze
00e30eneHa Ha pa3oupnuB popMmar,
BKITy4yBajku HHPOPMALIAH 32
MOTEKJIOTO Ha IOJATOLUTE, IIEPUOAOT
Ha 4yBarbe U IPYTH PeICBaHTHH
nHpopManuK 3a TPaHCIIAPEHTHOCT.

- Kora e Bo nHTEpeC Ha y4ECHHUKOT,
MIPUCTANIOT MOXKE J1a CE CIIPOBEJIE CO
MIOMOLI Ha 3JJpaBCTBEH
npodecroHnaer 3a nogodpo
pa3duparme U COOIBETHO MCHXOJIOLIKO
npudakame Ha HHPOPMaIUUTE.

Onwma EY pezynamuea 3a
3auwmuma na nooamouu (GDPR)
IIpaBHO 00Bp3yBauka BO 27 3eMju-
ynenky Ha EY u EEA (Hopgsemka,
Ucnanx u JluxteHmTajH).

Yuen 15: IlpaBo Ha mpucTan 10
KOTIHja OJ1 JINYHUTE ITOIATOIH KOU CE
00paboTyBaar BO CTaHIapACH
eNeKTpoHCckH popmat. OBa npaBo He
Tpeba HeraTUBHO Jia BiMjae BP3
npaBara 1 cJIO00JNTE Ha JPYTHTE.
Ynen 89: MoxHO € OrpaHUvIyBame Ha
MPaBOTO Ha MPHUCTAI BO 3€MjHUTE Ha
EVY nokonky o0paboTkaTa Ha JTUUHU
MTOJIATOIH CE BPIIIH 33 HAYYHU IIETH U
aKO MPUCTANOT OM ja MONpPEdnII WK
HATPaBWI HEBO3MOJKHA II€ITa Ha
HCTPaXKyBAHETO.

Yuen 23: 3akonure Ha EY win Ha
3eMjUTe-WICHKH MOXeE /1a TO
OTpaHMYAT MPABOTO HA MPHUCTAM aKO
TOa "TO MOYNUTYBA CYIITHHCKOTO
Haueno Ha (GyHJAaMEeHTATHUTE [TpaBa 1
¢10601 ¥ IPETCTaByBa HEOIIXOIHA
MIPOIIOPIMOHATHA MEpPKa BO
JIEMOKPATCKO OMIITECTBO."

IIpaBo Ha
Y4YEeCHHMKOT /1a
3Hae M Ja He 3Hae

Cogem na Espona
- Osueoo
Koneenuyuja
Patuduxysana ox
29 3eMju YWieHKU
Ha CoBeTOT Ha
EBpomna

Yien 10: Cekoj
MMa IpaBo Jia 3Hae
KaKBU
nHdopmanuu ce
cobupaat 3a
HETOBOTO 3JIpaBje.
Kenbute Ha
MOEIMHELIOT J1a He
oune maQOopMUpaH
Tpeba na ce
nouutysaat. Bo
UCKITyYUTEITHA
Clly4yad, MOXe Jia
nMa OorpaHnvyBama
BO MHTEpEC Ha
MTAaIUECHTOT.

Cosem na Eepona
- /lononnumenen
HPOMOKO 3a
OuomeouyuHCKuU
ucmpascysara
Patudukysan ox
12 3eMju wieHKH

Yaen 26:
YuecHULIUTE BO
HCTPAXKYBAE
MMaaT IpaBo Ja
3HAaT KaKBU OUJIO
nHdopmanuu 3a
HUBHOTO 3][paBje
BO COTJIACHOCT CO
Unen 10 o
OBueno
Konsennwmjara.

I[OJ'I)KHOCT& Ha UCTPAKYBAYOT
3a rpuxa

Cosem na Eeépona - Osueoo
Koneenyuja

Ynenosu 4 u 10(3): JlomanmHoTO
3aKOHOJABCTBO MOJKE J1a I'0
OanaHcHpa IpaBOTO HA
YUYECHHUKOT JIa HE 3Hae COo
motpebaTa 3/[paBCTBEH
npodecroHaer 1a OTKpHe
nH(opManuy nopaiu
TepareBTCKa HEOXOHOCT.

Cosem na Eepona -
Hononnumenen npomoxon 3a
OUOMEOUYUHCKU UCMPAIICY8atba
Yinen 27: "AKO UCTPaKyBambETO
nane nHQOpMAIIH O] 3HAUCHH-¢
32 TEKOBHOTO WJIM HIHOTO
31[paBje WIN KBAJIUTET Ha XUBOT
Ha yYECHUIIUTE BO
HCTPAXYBambETO, THE
“HPOPMALIUU MOpa 1a UM OuIaT
noHyaeHu. OBa Tpeba ja ce
HalpaBH BO PaMKHTE Ha
3/IpaBCTBEHA 3aIITUTA UK
coseTyBame. Ilpu
KOMYHHMKaI1jaTa Ha THe
nHdopmanuu, Mopa jia ce
BHUMaBa HA 3alITHUTA Ha
JIOBEPJIMBOCTA U TIOYUTYBAE Ha
XKeJIOUTe Ha YIeCHUKOT KOj He
caka Ja Tu jooue tne
nHdopmanun.”

Oobjacnuyeauku uzeewimaj 3a
Jononnumennuom npomoxo:n
Ha Osuedo Konsenyujama

- Madopmanmmte Moxe 1a Ouaar
pe3yJTaTh O] HCTPAKYBAHETO
WM CITy4YajHU HAOIH.

- [IpaBOTO Ha yYECHHUKOT /1a 3Hae
WJIH J1a He 3Hae Tpeba maa Oume
YTBPACHO IIpe] 3aI0YHyBamkhE Ha
HCTPaXXyBambETO.

- JloManiHUTE 3aKOHU MOXKE J1a
[OCTaBaT OTPaHNYyBakha Ha
MPABOTO HA 3HACHHC MIIH
HEe3HACHE BO HHTEPEC Ha
3/IpaBjeTo Ha MOCTUHETIOT.

®urypa 2. EBponcka npaBHa paMka 3a JaBame Ha pedyntarute (Vears DF et al. 2023)
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Bo noseke 3eMju on EY, yuecHuute Bo HCTpakyBamaTa UMaat MpaBo Ha MPUCTAI JI0
HUBHUTE 3/IpaBCTBEHU MOAATOIM 10 HUBHO Oapame. Bo Hekou 3emju Ha EY ucrpaxyBaunte ce
O6Bp3aHI/I Ja UM MOHYJAaT Ha UCIITUTAHHUIIUTC I/IH(bOpMaI_[I/II/I 01 3HAa4YCHC 3a HUBHOTO CCrallHO
WIM WJIHO 3[paBje M KBAIUTET Ha kuBeewme (99,100), a mpuoputeTuTe ce oapeayBaar mpes
noueTokoT Ha uctpaxysameTo (100). Cekoja 3eMja UMa CBOE 3aKOHOJATCTBO KOE€ MOXKE Ja
HaMeTHe noaaTtHu o0Bpcku. Ha mpumep, Bo MranmjaHCKMOT 3aKOH 3a IPUBATHOCT Ha
TeHETCKUTE MOJATOIM C€ HyAu M300p Ha yYECHULIUTE BO BPCKA CO JlaBame Ha pPe3ynTaTute (
MpaBo Ja ce 3Hae W MmpaBo Aa He ce 3Hae). Bo lllmanckmor 3akoH 3a OMOMETUIIMHCKH
UCTpaXxKyBama ce 0apa o UCTPa)KyBauoT Ja ja oTdpiu xendaTa Ha YUECHUKOT Ja HE TU 3HAE
pe3yNTaTuTe, BO CUTyallH KOra MO)Ke Jla ce 0J0eTHE CepruOo3Ha IITETa 32 YYECHUKOT HIIU 3a
HeroBute poaHuHu (102). Unenot 89 ox OmiuraTa perynarouBa 3a 3allTUTa Ha MOJATOLUTE
(General Data Protection - GDPR) oBo3MoxyBa oTcTamyBame Of MPAaBOTO Ha MpHCTAl Ha
y4ecHUIIUTe BO MpaBoTo Ha EY wumm Ha 3eMjuTe WIGHKH KOra JMYHUTE IOAATOIHN Ce
00paboTyBaaT 3a HAy4YHO-UCTPa)XyBaukKH 1M W KOra MpaBOTO HAa MPHUCTAIll CEPUO3HO TO

HapyllyBa OCTBAPYBAKBETO HA HAYYHOUCTPAKYBAUKUTE LEIH .

U1 nokpaj ponrorpajHata eTHuka jedara, AEHEC ce MoBeke ce mpudaka jaeka MoKpaj
3aKOHOT TIOCTOJaT MHOTY €THYKHM IparMaTHUYHM NPUYMHM 32 JaBamke Ha KIMHUYKUTE
edextuBau pesynratu (100,103). TTokpaj Toa mTo € ommTo npudaTeHo JAeKa yUECHUITUTE
UMaaT €THYKH, a BO HEKOJKY 3€MjU 3aKOHCKHM IpaBa Ja JoOujaT JUYHM MOJATOLU O
UCTPaXXyBamETO U JIeKa HCTPaXKyBauuTe MOKE Jla UMaaT 00OBpCKa Ja T 10CTaBaT pe3yJITaTuTe,
BO 3aBHUCHOCT O] BOCIIOCTAaBEHHOT OJHOC CO jAaBarenoT Ha moaarouu (102), mpakTukara Ha

JIaBamk-€ Ha pe3yJITaTUTE MOTKPEHYBa HEKOJIKY Mpallama.

JlaBame Ha pe3yATaTUTe M3HCKYBa OJ] UCTPaXKyBauuTe Ja 0 pas3rieaaar ONCeroT Ha
HAOJUTE MTO Tpeba Ja ro BparaT, CUTYPHOCTA Ha JOKAa3UTe KOM OM MMalie KIMHUYKA KOPUCT,
Jla TO OPTaHU3MpPaaT MPOIECOT Ha WH(POPMHUpaHa COTIIACHOCT JIa MMaaT MOTpeOHa CTPYJHOCT |
pecypcH 3a TyMademhe Ha BapHjaHTUTE U TTOBPATHUTE PE3YJITAaTH, J1a BOCIIOCTABAT JIOTHCTHYIKA
uH(paACTPYKTypa 3a MOJAPIIKA HAa MPOIECOT Ha BpaKamke HA PE3yNTaTHTE U MOTEHIIH]aTHO
cneneme (104-106). [Ipenopakute Ha EBporickoTo 3apyskeHue 3a xymaHa reHetuka (European
Society of Human Genetics- ESHG) 3a kimmaM4YKa ynotpeda Ha CeKBEHIIMOHUPAKHETO Ha TIETHOT
TeHOM yKa)KyBaaT Ha MoTpeda o] MPeTNa3IuBOCT MPU IaBamke Ha PE3YJITaTUTE TPH CITY4ajHO

UICHTU(PHUKYBAHUTE BapujaHTH Kou mpeau3BukyBaar O6oject (107). OBue cmepHHLM He Oea

43



JU3ajHUPaHM Jla c€ MPUMEHYBaaT 3a UCTPAKYBAUKH MOCTANKH U CEra Ce CTapu PEUYHCH eTHa
JEIeHrja BO o0iacTa Kaje MTO TEXHOJIOTHjaTa U TeHEPUPAETO TOJATOLU 32 TEHOMOT Op30
HarnpenyBaar. Heogamuenmaure ynarctea Ha ESHG He mpenopauyBa akTHBHO mpebapyBambe
Ha BapHjaHTH MOBP3aHU CO YCIOBU WJIM OCOOMHU KOM HE CE€ MOBP3aHU CO HUCTPAKyBauKOTO

npaiiame Bo KIMHYKHU yciioBu (108).

Bo 2015 romuna, crpyumanute kou yuectByBasie Bo EBpomckara COST akmuja
,Citizen's Health through public — private Initiativies Publick health, Market and Ethical
perspectives® (CHIP ME) IS 1303 (109) wmpexa mnpenopauyasie pa3Boj Ha EBporcka
XapMOHHU3aIMja, IPAaBUYHU, HAYYHO M3JIP’KaHHU M OMIITECTBEHO IBPCTH YIATCTBA 32 BpaKambe
Ha FEHETCKUTE/TeHOMCKUTE UCTPAKyBauKH pe3ynTaTH. TakBUTe yraTcTBaTa OU I'W MojapKale
EBporickute uctpaxkyBauu u/win OMOOAHKM KOM IJaHUpaaT W YIpaByBaaT cO JaBambe Ha
pesynTarute, 6€3 pa3iiuKa o]l roJIeMHHATa Ha TpyIiaTa, peruoHoT (JlabopaTopuja, yHUBEP3HUTET,
WHCTHUTYT, Ono0aHKa, peruoH, 3emja). Ce TBpIIM JieKa yrnarcrara Tpeda qa Ouaatr npuMeHINBU
U 33 HCTpaXKyBame (DOKyCHUpaHo Ha O0JIECTU U 3a UCTPaXKyBambe 0a3upaHo HA HaceeHue. Jpyru
cyrepupaaT Jeka MaKo He CeKoram MeryHapoiHaTta copa0oTKa MOXeE Ja T'M HaJMUHE U
ycorIJlacu HecorJlacyBambaTa Ha HUBHUTE IOJUTHKYU U ajaTKU 3a U3JaBambe Ha pPe3yJTaTUTTE,
MOYKHO € JM3ajHHpamke Ha MPOIIECH Ha M3/1aBambe Ha Pe3yJITaTH KOM K€ OBO3MOXKAT U [TIOHATaAMy

OJITYKHUTE JIa ce HOocaT Ha JIokaaHo HuBO (102).

1.3.1. OnsyuyyBame KoM pe3yJiTaTH Ja ce 1ajar

[Tokpaj 3akoHCKHUTE Oapama 3a JaBamkbe Ha pe3yJNTaTUTE BO OJPEACHU jYPUCIUKLIUH
OJUTYKHUTE BO BPCKa 3a TOA KOU MHAMBHUAYAIHU PE3YJITATH O]l UCTPAKYBAHETO Aa UM CE 1aaaT
Ha YYECHMIIUTE MOpa J1a BKIYYH JAJIM C€ HAOJUTE CeCU(UYHM 3a CTy/ujaTa, IITO MOXE Ja
3aBUCH OJ] TOA JAllM € KIMHUYKO HUCTPAKYBambE MU CE TEMEIN Ha HACEICHHETO, HUBHOTO
MNOTEHIMjaJTHO 3/IpaCTBEHO WJIM KJIMHUYKO 3HaueHhe, HUBHATA MEAMLIMHCKA JEJIOTBOPHOCT U
noBp3aHata cocroj6a (110-112). HcrpaxyBauure Tpeba Aa TuM 3eMaT BO NPEIABHUI
MNOTEHILIMjaJHUTe NPUIOOMBKM UM IUTETHUTE IMOBpP3aHH CO JaBambeTo Ha pe3yJTaTHUTe,
BKIIy4yBajkl THU HajIoOpUTE HHTEPECH 3a YYECHHULUTE U MOTEHLHJaJHOTO BIMjaHUE Bp3
YYECHHMKOT, BIIMjaHUETO Ha HE3aBUCHOCTA U OTCYCTBOTO/TIPHCYTHOCTA M MOKHOCTA 3a IIPUCTAl
JI0 UHTEepBEHIIMja. 3eMjUTe MOTIUCHUYKY Ha JIOMOJHUTEIHUOT MPOTOKOJ 32 OMOMETUIIMHCKH
ucTpaxxyBawa Ha KonBeHiujara o OBHen0, MMaaT 3aKOHCKA JOJKHOCT Ja C€ IPUXKAT, IITO
BKIIy4yBa JlaBambe Ha UCTPaKyBaukUTe MH(OpPMAlMM PEIEBAHTHU 3a HUBHOTO CETalllHO WU

HUIHO 3L[paBje U KBAJUTCTOT Ha KHUBOT, a4 TOJKYBAKBLCTO HaA ,,FpI/I)I(aTa“ ro ocrtraBaaT Ha
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IPOIICHKATa Ha HCTPAKyBaUUTE U KOMUTETHTE 32 €THKa BO UcTpakyBameTo (100). Tpebda na ce
3€MC BO NpCABUIA KIMHHWYKATA BPCAHOCT Ha HAOAUTC, HHBHATA aHAJIMTHUYKAa W Hay4dHa
BIMIHOCT (HA MPHMEpP MO3UTHUBHA MPEAMKTUBHA BPEIHOCT, CTAIKaTa Ha JaXXHO MO3UTHBHU
pe3ynTaTi), 3aeJHO CO OTpaHMYyBambarTa 3a BAIMIHOCTA Ha TECTOT, KBAJIMTETOT HAa aHAIN3aTa
u jaboparopHuckara akpHIeTalfja W JaId pe3ylaTaToT Ke ce MOTBPAM BO KIMHHYKATA

naboparopuja (98, 112,113).

[ToTpebHO € ma ce KOHCYJITHpaaT pecypcHTe 3a Ja Ce MOJpXKaT OJUIyKUTE 3a JaBame Ha
HEOYEeKYBaHUTE PE3yNTaTH, Ha Mp. HAyyHa JIUTepaTypa. MeryHapoJHO Npu(paTeHUTE yaTcTBa
3a MHTEpIpeTanyrja Ha BapujaHTHTE (KaKo Ha MpuMep AMEPUKAHCKHOT KOJIEl 3a TeHETHKa U
reHomuka (American College of genetics and genomics ACGG). HUctpaxkyBauute Tpeda na

pa3MuUCIIaT 3a BKIIy4ame Ha KJIMHUYKA eKcrepTu3a Bo TakBute omiyku (100, 113).

1.3.1.1 laBame Ha HHAMBUAYAJTHH T€HOMCKH Pe3yJITATH

HctpaxxyBaunte Tpeba J1a ro 3eMaT MPEABH]] KOHTEKCTOT HA JAaBambe Ha Pe3yJTaTUTE
BKIIy4yBajKH ja M PAaHJIMBOCTAa Ha IOMyJaldjaTa BO CTyIWjaTa M MPHCTAINOT JO COOJBETHA
3apaBcTBeHa 3amrTuta (112). Bo3pacta Ha y4eCHHMKOT UCTO Taka MOXe Ja OuJie pesleBaHTHA.
Taka uneHoBuTe Ha ekcriepTckuoT nanen (Expert panel members - EPs) naBaatr npumep kora
MaJIOJIETHUIIX BO MOMEHOT Ha (POJUTEIICKA) COrTIaCHOCT, JOCTUTHYBAaT MojaHoaeTcTBao. [lpu
JIOHECYBam€ Ha OJUIyKM 3a JlaBamkbe Ha pe3ysTaTUTe Tpeba Ja ce BKIydaT MOTpeOure,
npedepenuTe U BpenHoctuTe Ha ydecHuuute (113). HMcrpaxyBaunTte Tpeba na ru crieaar
HACOKHUTE 3a /100pa MpakTHKa ClieCU(pHUYHM 3a 3eMjaTa 3a JaBamke Ha HECaKaHUTe pe3yiTaTu
(axo ru uma). EPs npemyaraat Ha ucTpakyBauuTe J1a TM MCIIMTAAT ONIMUTE / PECYpPCHUTE 3a
¢uHaHCHpawe criecu(UYHM 3a 3eMjaTa U PEJIEBAHTHUTE 3aKOHU KaKO IMOJpPIIKA 3a /1aBalke Ha

pe3yJITaTUTE.

Cnopen ABCTpaIMCKUOT HAITMOHAJICH COBET 3a 3/[PABCTBO U METUIIMHCKH UCTPAKyBarbha
(NHMRC) npenmsupa feka UCTpaKyBauuTe HEMaaT OOBPCKa Ja T MPOIICHyBaaT Pe3yITaTUTE

HaJIBOP OJ1 OTICETOT HA UCTPAXKyBambETO/ MO 3aBplllyBame Ha ctynujata (111).

1.3.1.2 [IpakTH4YHOCT HA 1aBamk-€ HA pe3yJaTaTUTe

Axo WHIAUBUAYAITHHUTC TCHOMCKU HCTPAXYBAYKH PE3YyJITATU C€ OOCTaBaT Ha
YUCCHUIUTEC, UCTPAXKYBAYUTC MOpaA TOA J1da 'O HaIlpaBaT HajaceH HAa4YWH, TPETXOAHO ITOTBPACHO

BO nH(popMupanata corsacHocT o yuecHunure (111,112) u na oapenat kako ja M Aaaat BO
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pa3yMHa BpeMEHCKa paMKa Bp3 OCHOBA Ha Toa Kora ke ounat uneHtudukysanu Haoaute (112).
Tpeba na ce 0OpHE BHUMAaHUE Ha MpalllakbaTa 3a IPUBATHOCT U JOBEPIIMBOCT KOU CE€ OJTHECYBaat
HAa paKyBameTo C€O IMOJATOLMTE, KaKo IUTO € BJIMJaHHETO Ha MOBP3YBAaWkETO Ha
UAMHTU(PUKATOPUTE CO MPUMEPOLIUTE, COOMPAETO HAa BUIIOK MPUMEPOK M BKIYyYEHOCTa Ha
yrieHoBUTe Ha ceMejcTBOTO (114). He eBporckuTe ymaTcTBa Cyrepupaar Jieka OJUTYKHTE 3a
JaBambe Ha CIECU(UYHUTE ¥ HECAKaHUTE CIy4YajHU HAOIM 3a Ooject, Tpebda 1a UM MPeTX0au
MPOLIEHKAa Ha KOPHUCTA O] 1aBalbeTO HACIPOTU JOCTAIHOCTA HAa PECYPCHUTE, U3BOIMBOCTA U
OJIP>KJIMBOCTA BKJIIYYMTEITHO U 00yKaTa Ha MEPCOHANOT 3a I0CTaByBame Ha pesynrarture. (112-
114). EPs ru moTMKHa UCTpaXyBauuTe Ja pa3MHUCIAT M HAjAaT COOABETHU 3/PaBCTBCHU
paboOTHUIM (JIEKapH CIICIHjaTUCTH, TCHETCKH COBETHHIIM) KOU Tpeba ma OumaT BKIYYCHH BO
n3paboTKa Ha TPOTOKOJIMTE M BO II0jaCHYBamkETO 3a TOYHATA yJIOra Ha JIEKapUTE BO
MpUMAaTTpPHATA 3PAaBCTBEHA 3allITHTA BO MPOIECOT Ha OTKPUBAKE Ha pe3ynTtaTute. JIoruyHo,
ce TOCTaByBaaT MpalllamkaTa Jald HCTPAXYBAYUTE WM PEICBAaHTHHUTE 3JPABCTBEHU TUMOBHU
MO’KaT MOBTOPHO J1a TM MCKOHTAaKTHpaaT YYECHHULIMTE, Jajld € U3BEIJIMBA aKko € MoTpedHa u
Jpyra aHaiansa, 1 ako € MOKHO, KakBa € JOCTAaITHOCTa Ha HH(PpACTPyKTypaTa 3a CKIaupame U

MMOBTOpPHA aHaiu3a Ha noaarouute (111).

HctpaxyBaunute Tpeba Aa MpOLEHAT AANU JOCTaBYBAWHETO HAa PE3ydTATUTE KE T'H
MCKOMIIPOMUTHPAAT HUCTPAKYBAuyKUTE ILeMM . EIHO HEEeBpOIICKO ynacTBO cyrepupa Jaeka
BpaKkameTOo Ha HMHIMBHIYATHUTE PE3YJITaTH OJl UCTPAXyBameTo Tpeba Jla ce MOHYIu Npu
3aBplIyBamkE Ha CTy/IHMjaTa JOKOJIKY € U3BOJJIMBO U JIOKOJIKY HHTETPUTETOT Ha CTyujaTa HE €

3arposeH (114).

1.3.1.3 Ilnan 3a naBame HA pe3yJTaTHTE

Bo ronem 6poj cTyanu ce ncTakHyBa BaKHOCTa 3a M3paboTKa Ha IJIaH 3a BpaKkame Ha
pesyaTatuTe npu au3ajHupame Ha cryaujata (111-114). IInanot TpebGa na coapu moBeke
eJIeMEHTH Mely KOM M BHJIOBUTE Ha pe3yiTaTH KOM Ke ce Oo0HujaT, BKIydyBajKu THU
crecu(pUYHUTE Pe3yNITaTy 3a CTyIjaTa, CEKyHAApHUTE U UHLIEJCHTHUTE Hao 1. YleHoBUTe Ha
cTpy4HHOT manen ( expert panel members- EPs) ja HarnacyBaaT Ba)kHOCTa Ha pa3/IMKyBambe Ha
pa3IMYHKUTE THIIOBU Ha PE3yJITaTH U MOCTABYBamkhe HA JACHU PA3IUKU MOMETY pe3yJTaTUTe O
UCTpaXXyBamara 0]l KIIMHUYKUTE Pe3yJITaTH, Kako IITO € ucTakHaTo Bo HannonanHara u3jasa
NHMRC (111). Tue um mpemmaraar Ha UCTpaKyBauMuTe Ja pa3MuciaT JalId ce MOTPeOHU
NOCEOHM NPOTOKOJIM 3a JOCTaBamke HA CIECU(PUUHUTE PE3yNTaTH O] CTyAujaTa HacCIpOTH

CCKYHIAPHUTC U HecaKaHI/ITe/CHy‘lajHI/ITC pe3yiiTaTu. Bo mnanot Tpe6a Ja C€ OoInuIIcC gajinu 1
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KoM pe3ynraru ke ounat objaBenn. [loTpebHO € na ce mane oOpasiokeHue 3a I0CTaBambe Ha
pe3yaTaTuTe, He CaMO KOM Pe3yJITaTH ke OMIaT BpaTeH! TYKYy U BO KOj BPEMEHCKH MEPHO/, KOj
ke Ouae OArOBOpEH 3a JOHECYBamke Ha TAKBUTE OJUIYKM M TPOIECH Ha JaBame Ha
crecu(UYHHUTE ¥ Ha HEOUCKYBAaHUTE PE3YJITAaTH, KAKO U 33 OJJrOBOPHOCTA HA UCTPAKYBAYKUOT

TUM 110 00jaByBame Ha pesynrature (111,113,115) .

Bo nnanoBuTe 3a naBame Ha pesyiraTuTe Tpeba Ja Oujae ONMIIaHO Kako ke ce Oapa
UH(pOpPMHpaHa COINIACHOCT Off YYECHULUTE U NMpePepeHIIMUTEe Ha JaBambe Ha pe3ylTaTutre, U
Kako HCTpaKyBauMTe Ke OJroBopaT Ha Oapamara 3a naBame Ha pesyiararute (113). Bo
EBporickara exkoHomcka 30Ha (European Economic Area EEA) Toa e peryiupaHo co 3aKoH.
[Tnanot Tpeba Aa BKIy4YM Jajid HAOAWUTE Ke OMJAT MOTBPACHU BO KIMHUYKATa jaboparopuja
WM 1A ce MOTpeOHU AOMOIHUTENHU pecypcH uin ekcreptusa (111,112), kako ke ce qodue
OBaa eKcIiepTH3a (ako He € coipKaHa BO UCTPa)KyBauKUOT TUM) U OUJIO KaKBa pa3jiuKa nomMery
aHAINTUYKaTa ¥ KiuHu4kata BanugHocT (111). Bo mumanor Tpeba ma ce omuime Oyyeror,
UHPACTpyKTyparTa, MOTpeOHUTE pPecypcH W MoTpedara Tenara Ha (UHAHCUpPAKE Ja Io
MHKOpPIOpHpaaT (PUHACUPAETO 32 AABAKETO HA Pe3yiTaTuTe BO OyueToT Ha mpoekTot (113).
Hcro Taka Tpeba a ce cnoMHAT cuTe OMOOAHKH TOBP3aHM CO CTy/HjaTa U HUBHATA YJIOra BO
IPOIECOT Ha JaBame Ha PEe3yJITAaTHTE KaKo M PEIEBAaHTHUTE MHCTUTYLUHOHATHU MOJUTHKA
(111,113). UcrpaxyBaunte Tpeba 1a modapaaT o100peHre 32 HUIBHUOT IPOEKT, BKIYUYyBajKU
r'o ¥ IUTAHOT 3 JaBame Ha pe3ynratute ojl KoMUTEeTOT 3a eTHka Bo HcTpaxyBameTo (Research
Ethics Commettee-REC) u 1a ro 3emart Bo npeasu BpemeTo 3a npomenute oa REC, mto moxe
Jla TO CMEHHM TUTAaHOT 3a Bpakame Ha pesynrtatute (111,113-115). 3a ga ce o6e36enat 10BOIHO
CpeZCTBa 3a aKTMBHOCTA 3a Bpakame Ha pe3ysITaTHTe, MOTpeOHO € Oapame 3a (huHaHCHpame

npes Ja ce nodapa Gapameto 3a ogodpenue og REC.

1.3.1.4 lo0uBame Ha HHGOPMHUPAHA COTJIACHOCT O/ CEKOj Y4eCHUK BO HCTPAaKyBaH-€TO BO

BPCKa CO pe3yjaTaTuTEe 01 rCHETCKOTO TECTHPAILE

OcBeH npyrure TOYKH MTO T Oapa OmmTara peryjaTrhBa 3a 3allTHTa Ha TOJATOIH
(GDPR) unpopmupaHa coriacHOCT Mopa Jla COAPXH Ipallaka BO BPCKa 3a Bpakame Ha
pe3yaTatuTe Ha KoM Tpeba yUeCHMIIMTE BO HMCTPaKyBameTo Ja ce u3jacHar. Ha mpumep,
MOJATOIUTE OJ1 HEKOU MPOEKTH MOKaXkaa JIeKa € TEIlIKO J1a Ce 3Hae Il Pe3yITaTUTe MOXKe Jia
ce o0e30emaT 1O YYECHHIMTE BO HCTPAXKyBAETO KOTAa OprHHANHAaTa HH(POPMHpaHA
COTJIACHOCT He ja AaBa oBaa MOxHoCT (116). [Ipu au3ajaupamero nHGOPMUpPaHA COTTIACHOCT,

uHpopmanmuTe Tpeba ma Oupmat jacHu u npoctanHu (112). Ydaecunuinurte Tpeba na Oupat
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UHGOPMHUPAHH 32 MOTSHIUjATHUTE PUKLH O]l T0OMBAKETO HA PE3YyJITATUTE, BKIyUyBajKH TH
NICUXOJIOIKUTE PHU3WIM M TpeTepaHa JujarHo3a, 3a CUTE HENPEIBUUIMBU PH3UIHM U
UMIUTHKAIK 0] ocurypyBameTo (113). Tpeba na ce nucrakHat orpanuyyBamaTa 3a J00MBambE
Ha UACHTU(UKYBaHUTE Pe3yJITaTH KaKo U (DaKTOT JieKa MaTOreHocTa Ha J100ueHara BapujaHTa
MO>K€ TTOBTOPHO Ja C€ MPOILIEHU BO TEKOT Ha BpemeTo. UiienoBute Ha cTpyuHuoT nanen (EPs)
cMeTaar Jieka Tpeba Ja ce ClIoMHAaT MOTeHIIjaTHUTE TPUIOOMBKY 3a 37JpaBjeTo Ha YIECHUIUTE
U KPBHUTE CPOAHMIM . YdyecHUIIUTE Tpeba na Ouaatr nHbOpMUpaHH Jajld MOXaT Ja usbepar
KOU TUIIOBU PE3yJITaTH cakaar jaa ru gobujar (112,114), BKIydyuTeaTHO U Ja HE cakaaT Ja TH
nobujar pesynratd (T.6 IpaBO Ja HE3HAaT, KAKO INTO € HAarJIaceHO O] 4WICHOBHTE Ha
€KCIIEPTCKUOT MaHesl U TOa MOKE J1a C€ BIpaJy BO HAIIMOHAJIHOTO 3aKOHOJ/IAaBCTBO BO IIOBEKE
3emju Bo EY) (112,113,115). Omtykara Ha y4eCHULIUTE 3a JOOMBambe Ha pe3ynTaTuTe Tpeda 1a
ce mouuTyBa . McTpaxkyBauuTe cropes MIAHOT MOXKE Jla C€ KOHCYITHpPaaT CO HHUBHHUOT
peneBanTeH KoMuTeT 3a e€TMKa BO MCTPaKyBambeTO M JOMAIIHOTO IPaBO, JIOKOJIKY Ce€

perucTprUpaaT CEpUO3HU PE3YIATATH KOTa YUECHUKOT PELINII 1a HE TH MPUMHU.

HctpaxxyBauute Tpeba Aa ONMIIAT KAaKO pe3yJaTaTUTEe K€ UM Ouatr JajieHu U 1y THe
ke OMIaT JOCTaBEeHH JI0 JIaBaTelIMTe Ha 3PABCTBEHU yCIYTH HA YYECHHUIIUTE U JaiH Ke Ouaar
CTaBEHU BO HUBHUTE MeAMIMHCKH nocueja (113), kako 1 BpeMeHcKaTa paMKa U YCIOBUTE MO
KOM pe3ynTarute MoxkaT na ce aanat (111,113). Tpeba na ce pasroBapa Koj K€ T COOIIITH
pesyararute (110) 1 3a nOTeHIMjaTHUTE UMITIMKAIMK HA HAOJUTE KAaKO IITO C€ MPUCTAIOT J10
TE€HETCKOTO COBETYBaWE, MOTEHLHMJAJIOT 32 HMHTEPBEHIUU WM CJIENEHe, M CEKaKo Jalu
pe3yaTaTUTe BOOIIITO K& OMIAT CIIOCICHH CO POJHUHHUTE WU K€ OUIaT CIOIeTIEHU BO CITy4aj
Ha cMpT Ha yuyecHUKOT (111-115). [IpaBoTo Ha MOBIEKyBamwbe MPUPOJIHO CE CHOMEHYBA BO CUTE
(dbopMyapH 3a COTJIACHOCT 32 KIIMHUYKUTE aHAJIU3U, HO KaKo TOa MOXKE Jla C€ UMIIJIEMEHTUPA
BO Ipakca 3a MPUMEPOLUTE IITO CE€ pa3MEHyBaaT, MOJATOLMTE IITO C€ JUCTpUOyupaar BO
CJI0KeHH 0a3M Ha MOJIaTOLM M MOHEKOoTralll 3a MPMEPOIUTE KOU MpeTpIyBaat TpaHchopmalmja

BO KJICTOYHH JIMHUU KOU CAMUTC MOXKAT Jia C€ pa3MCHYBaaT WJIN AyIlJiMpaar (1 17)

1.3.1.5 CoOupame u aHaIU3UPaAHE HA TOJATOLUTE

Camo enHO YMaTCTBO c€ OJHECYBa Ha pa3MUCIyBamara 3a COOMpame M aHaiu3a Ha
MOJAaTOIUTE, TOCEOHO 3a HeoueKyBaHUTe pe3ynTatu. OBoj EBporicku JOKyMEHT cyrepupa ieka
UCTpaXKyBauuTe Tpeba Ja TI'M KOpHCTAaT TECTOBUTE NIOTPeOHM 3a Ja OJroBopaTr Ha
UCTpaXyBauKHUTE Mpallama U JieKa HCTPaKyBauKUTEe TUMOBH TpeOa /1a BKIy4yaT 3/]paBCTBEHU

paOOTHUIM KOU CE€ CTPYUHHU 3a CIIPAaBYyBame CO KJIMHUYKM 3Ha4ajHU reHoMcku Haoau (110).
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[Tpercenarenckara komucuja Ha CAJl, HaBeayBa Jeka HCTpakKyBadWTe MOXar Jaa qo0ujat
onOpeHue, HO He ce 00Bp3aHu Aa Oapaar cekyHaapuu Haoau (115). Ilpaktuuno, oBa MoXke 1a

O1/ie MOKHO CaMO aKO UCTPaKyBamETO C€ CIPOBEE BO KIMHUYKH ycinoBu (118).

1.3.1.6. IlorBpayBame Ha pe3yaTaTUTe

Pesynrarure Tpeba ma ce mamaT caMO JIOKOJKY C€ IOTBPASHH BO KIMHUYKA
nabopaTtopuja M OTKako ke ce yTBpAau HuBHata kKopucT (111). AMepuukuor Koien 3a
MeJWIMHCKA TeHeTtuka u reHomuka ( American College of Medical Genetics and Gnomics-
ACMG ) cTporo npenopadyBa KIMHHYKOTO MOJIEKYJIApHO T€HETCKO TECTHPAILE /1a CE CIIPOBE/Ie
BO aKpuIeTUpaHa J1abopaTopuja, a pe3ylNTaTuTe JAa TW YUTa CepTHUOUIMPaAH KIMHUYKU

Mosiekynapen reaerudap (110-112).

1.3.1.7 laBame Ha pe3yJITATUTE O/f TEHETCKOTO/TEHOMCKO TeCTHPaH€

Nako nebarta 3a JaBame Ha pE3yJITaTUTE € CEYyLITE MHTEH3MBHA, MOCTOU PACTEUKH
KOHCEH3yC Mery OMOeTHYapuTe, HUCTPaXKyBauWTe W KpEaTopuTe Ha TOIHMTUKATa JeKa Ha
YUECHMIIUTE BO HCTpaXKyBamaTa Tpeba J1a UM ce 00e30e1aT 0apeM HEKOU IeHETCKU Pe3yiITaTH.
HctpaxxyBaukure rpynu U (puHEHCHEpPH Ha UCTpakyBamaTa HEOJaMHa pa3BHja ynaTrcTBa U
MPENopaKkyd KOU T'M 0XpadpyBaaT UCTPAKyBauuTe Ja UM J1aJaT Ha YUYECHUIUTE PE3YJITATH Of
TE€HETCKOTO UCTPAKYBAKE, BKIYUUTEIIHO U CEKYHJAPHU HAOIH, KO CE aHAIMTUYKHU BAJIUHU,
KJIMHUYKY 3HAYajHU U JEJIOTBOPHU T.€ HYJAT TOYHU MH(OPMAIUH 3a 3/IpaBCTBEHU COCTOjOU

KOM MO>KaT J1a ce mpeBeHupaat uiau jedart (119).

[oem Opoj 3aKOHW W TIONWTUKK HaBeIyBaaT IMpaBHJIa 3a JaBamke Ha pe3yNTaTHTe.
VYyecHunure Tpeba qa 6unat nHGOpUpaHU 3a 3HAUEHETO U UMILIHMKAILMUTE O] pe3yITaTuTe 3a
cebe u 3a wieHoBuTe Ha cemejctBoTo (111,116). Pesynrature Tpeba na ce obezbenar
HaBpemeHo (110), a ucrpaxyBauute Tpeba Ja pa3MHciIaT Kako Ke I'M JaBaaT pe3yJITaTUTE:
JUYHO, peKy TenedoH, Buaeo KoHpepeHIrja, MPeKy OHJajH miaTdopma, Co J0BEPIUBO MUCMO
WIA CO KOMOWHAIMja Ha OBHE CTpaTeruu. AKO ce JOOHe COTJIAaCHOCT OJI UCTPaKyBauyKHUOT
€THYKU KOMUTET JIa Ce a/1aT pe3yITaTUTe UCTPaKyBauuTe Tpeda 1a pa3MHUCIIaT 3a aHTXKUPambe
Ha HOBUTE TEXHOJOTHH, KaKO ITO ce pemieHujata Oasupanu Ha IT, 3a HajmoOpo ma ru
npucnocobaT nHMOpMAIMHTE 32 TOTpeduTe U pedepeHnnuTe Ha yaecHUuImTe. EMqHO ymacTBo
cyrepupa Jieka Ha Y4YeCHUIUTE cekoram Tpeba Ja UM ce o6e30eau MHCMEHO pe3uMe Ha

pesyararuTte, 6e3 orien Kou (GopMu Ha KOMyHUKaIHja ce kopucrtar (111).

49



Ha ydecHumure BO MOMEHTOT Ha COIJIaCHOCTAa MM C€ JaBa OMIMja Ja u30epar Kou
pesyaratu Ou cakaie jaa ru nobujar. Onmuja na ru qo0HjaT caMoO MPUMApPHUTE PE3YNTaTH
MOBpP3aHU CO IIEJTa Ha TECTHPAWmETO, OINIHWja Jla TH JOOWjaT CUTE PEe3yNTaTH OJ TECTOT
HE3aBUCHO O] WHIWKamujata (MPUMapHU W CEKYHIApHHW), WU OIKja Ja TH J00HujaT

NPUMapHUTE Pe3yaTaTu U e(hEeKTUBHUTE CEKYHIAPHU PE3yJITATH.

Hako nocrou ce morojieM KOHCEH3yC JieKa HHANBUIYAIIHUTE PE3YyITaTH O/l TeHETCKOTO
UCTPaXXyBambe, KOU CE HAy4YHO LBPCTH, aHATMTUYKH BaJIMJIHU U KIMHUYKY e(eKTUBHU Tpeda Aa
OuJaT NOHYJICHU Ha YYECHUIIUTE BO UCTPAXKYBAKHETO, CEMAK OMIITA MPaKTUKAa BO EBporickute
UCTPaXyBauKH TMPOEKTH € pe3yJATaTUTe Ja HE MM Ce€ JOCTaBaT Ha YYECHHUIIUTE BO

HCTPAXKYBAKLTO.

1.3.1.8. Onuun 3a noBjeKyBamwe O CTyAHjaTa M NMPaBO HA YUYECHUKOT Ja He Jo0ue

pe3yJaTaTu

[IpaBoTO 32 MOBIEKYBame OJI YYECTBOTO BO CTyAMjaTa € MPU3HATO MPaBO BO CHUTE
HAIIMOHAJTHU M MEI'YHapOJIHH YIAaTCTBA 332 UCTPaXyBame Ha 4OBeUkH cyOjextu. IIpaBoTo Ha
IOBJIEKYBaWke Tpeda Jja M 3alUTUTH YYECHULIUTE BO UCTPaKyBambeTO OJ HEPaMHOTEXa Ha
UH(pOpMaIIMU, HEMOXKHOCT 3 3aILTUTA, UHXEPEHTHA HECUTYPHOCT, a TOA CITyXKH 32 33jaKHYBambe

Ha jaBHATa J0BepOa BO uctpaxysameTo (120).

Opn cexoj yuecHHK ce 6apa jacHo Ja JeuHHUpa BO KO] MOMEHT O] UCTPaXKyBambeTO YUECHUKOT
MoXe J1a u3depe na He gobue pesynratu. Bo noeke ciyyan og0opoT 3a MHCTYTULMOHAIHA
KOHTpOJIa CMETa JieKa JOKOJIKY UCTPa)XXyBauuTe HE I'M CTaBaT Pe3yJTaTUTE BO €JIEKTPOHCKATa
3/IpaBCTBEHA MPEXa, YYECHUKOT MOJKE Jla ce MOBJIeYe OJ] CTy/AujaTa Bo cexoe Bpeme. MimeHo,
HarjaceHo € JIeKa pe3yjiTaTUTe He MOoXaT Ja c€ OCTpaHaT O] KJIMHHWYKaTa eBUACHLHja Ha
YUECHHMKOT OTKAaKO Ke ce BHecaT eJIeKTpOoHCKU. Oa00opuTe 32 HHCTUTYIIMOHAIHA KOHTPOJIA BO
KOHTakT CO HCTpaXXyBauKHT€ THUMOBHM ja HarjiacyBaaT oOIIITata Opu(aTtiuBoOCT JeKa
YYECHHUIIUTE MOXKE J1a Ce TIOBJIeYaT BO CEKoe BpeMe . MeryToa, BOBEIyBamheTO Ha PE3yJITaTUTE

BO CJICKTPOHCKHOT CUCTEM, ja OTCIKHYBA MOXHOCTA Ha YUCCHUKOT a CC IOBJICUC O] CTy'IlI/IjaTa.

(92).
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1.3.1.9. Yaora u 3agayu Ha CTpPaHUTe BKJIY4YeHM BO Pa0OTHHOT TeK 3a JaBame Ha

cnyqajfmTe HAa0AM HA YYECCHUIUTE BO UCTPaKyBambaTa

Bo Tex Ha KIMHUYKATa JMjarHOCTUKA WM MEIUIMHCKOTO HCTPaKyBambe, CIy4ajHO
MOXaT Jla ce OTKPHjaT yIITe HEIWjarHOCTUIMPAHH MAaTO(PHU3HOIOMIKH COCTOjOU, 3roJeMEH
PU3MK WIM TPEIUCIO3UIMja 3a HEKoja OoyiecT, ma aypu ¥ MaHudectupana Ooiect Ha
HOEINHENOT. 32 OBHE HEHAMEPHU WJIM HECaKaHW HAOJW KOM IOTCHIMjaJHO BIWjaaT Ha

Oyarococtojbara Ha MOEIMHEOT C€ KOPUCTU TEPMUHOT ,,CITy4aeH Haoa™.

bunejku nocranmHocTa Ha aHAIUTUYKATE METOJM OBO3MOXYBAaaT TI'eHEpUpame Ha
BHUCOKOJMMEH3UOHUPAHU TOJATOIHM, KAaKO IITO CE€ TeHEeTCKaTa aHalu3a WU MYJITUILIICKC
aHayM3aTa, BEpOjaTHOCTA 3a HEHaMEPHU HAOJU IMOBEKe HE € OTrpaHWYeHa Ha KIMHUYKATa

JIMjarHo3a, TyKy CTaHyBa ce IOpeJieBaHTHAa BO OMOMEIMIIMHCKUTE HCTpaxyBama (121,122).

Cropen nuTeparypata CEKYHIApHUTE U CIy4YajHUTE HAOJAU HE CE HEBOOOMYACHH.
Crnydajuute Haoau ce jaByBaar oJ1 15-89% kaj nanuenture co KT xonmonorpadwuja u oal13-84%

IIpU CKeHUpamwe Ha riasara (123-125).

Bo cityuaj Ha 30MpKy TpUMEPOILH 32 KIMHUYKY UCIIUTYBakbha UM BO PAMKHUTE Ha CTYUH
3aCHOBaHM Ha IMOIyJalyjara, OJrOBOPHOCTA Ha YIIpaByBame€ CO CyOJeKTHTE Ha CTyaujara,
MIPEHECYBAKETO Ha CIIy4YajHUTE HAOAM € Ha TiiaBHUOT uctpaxysad (110,126). Meryroa, ako
OMOJIOIIKUTE IPUMEPOLIM U MOAATOLHU ce JOOMEHH OJ1 WJIM BO UMe Ha OMOOaHKaTa co CeTUIITe
BO OOJTHMIIATa, pAaKOBOJCTBOTO HAa OMOOAaHKaTa € 3a/I0JKEHO 3a CIIPOBEIyBake Ha CIIyyajHUTE
Haonu (127, 128). 3agaunte MOXe J1a cTaHAT IPEIU3BUKYBauKH OCOOEHO KOTa MPUMEPOKOT U
M0JIaTOLIMTE CE€ COOpaHU BP3 OCHOBA Ha ,,lIIMPOKA HH(POPMHpaHa COTIACHOCT, T.€ 32 HUTY €IHa
noceOHa CTyAMja, TYKy 3@ MJHHM, HO CeNaK HEMO3HaTH HCTPaKyBaukU MPOEKTH KOU
nojpa3OupaaT MalaM WIM HUKaKBU OrpaHMUYyBama 3a ynorpeda Ha nmpuMepokoT (129). Osne,
BO CEKOJ cllydaj OrnobaHKaTa ce M0jaByBa Kako €IMHCTBEH KOHTAKT CO UCTPaXKyBauyoT, 0COOEHO
KOra ce 3eMa MpeABH/ JaBambeTo Ha MPUMEPOIM LIUPYM CBETOT M 3a JOJTOpOYHa yrnorpeoa.
Jloneka 3a ciay4ajHUTE HAOJM COOpaHU BO KOHTEKC Ha KIIMHUYKHUTE PYTUHCKH W KIMHUYKU
CTYJMH MTOCTOM JaCEH KOHCEH3YC 3a TOA KaKO M KOU CIIy4ajHu Haoau Tpeba Ja My ce JocTaBar
Ha MalMEeHTOT, 3a UCTpaXKyBamaTa KOU C€ HaJBOp O]l KIMHUYKHOT TPETMaH M Ipuxka, Taka
HapeyeHH! ,,CeKYHaJpHU HCTpaKyBama‘, HeMa HUTY JeQUHUpaHU MpaBuiIa, HUTY COOJIBETHU
IpOIEeIypH 3a BOJICH-E Ha BKIYYEHHUTE CTPaHM, KaKO LITO C€ UCTPaKyBauuTe U OMOOAHKHUTE.

(104).
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Cropen ommito mpudareHUTe CTUYKU CTAHIApAM 3a HCTPaKyBama HA YOBCUKH
cy0jeKTH, cirydajHuTe HAo 1 Tpeba 1a My ce 1ajaT Ha MaIUeHTOT MocJie 100po n3baaHCupaHo
pasrienyBame Ha aBTOHOMHjaTa Ha MAIIMEHTOT U 3aKOHCKHUTE U €TUYKUTE OOBPCKHU Ha JICKAPOT.
(130,131). Kpurepmymure 3a m00pO OCHOBaHAa MEIWIIMHCKA OJUIyKa Tpeba na Oujar
BAJIM/IHOCTA W 3HAYajHOCTA Ha oOcepBaIyjara, JeJIO0TBOPHOCTA HAa HAOJOT M CEPUO3HOCTA HA
(TToTeHIMjaIHO) OCHOBHATA 00JIeCT, Kako M e()MKACHOCTa M TOPEIAHTHOCTA HA HEOMXOTHUTE

uHTepBeHnuu (132,133).

WuTtpaguciumuinHapaara 6aHka Ha OMOJIONIKA MaTpUjaid U moaaromu Bo Werzburg
(Intradisciplinary Banck of biological Materials and Data Werzburg - ibdw) 3aeqHo co
JIOKAJIIHUTE BJIACTH M3PAa00THIIa KOXEPEHTEH KOHIICNT 32 YIIPaBYBAbE CO CIIyYajHUTE HAOIH O]
HCTPaXXyBambETO BO IIEJIOCHA COTJIACHOCT CO PEIEBAHTHUTE €THYKU U MPOIHKCH 33 IPUBATHOCT
Ha noxarouute. KoHIEnToT e pa3BueH u exabopupaH BO TecHa copaboTka co I'epmaHckara
anmujanca Ha 6moOanka (German biobank Alliance - GBA). Konnenror tpeba ga ro mokpue
CEKOj CIy4yaj CcO CIy4YajHH HAOAM O] HCTPAXKyBameTO NOOMEHU Off YOBEUKUTE OHOIOUIKU
NpUMEpPOI ¥ TOBp3aHUTE mojaronu. [IpuMapHO KOHIENTOT € HaMEeHET 3a TOJEeMH
MHTPAJUCIUILUIMHAPHA YOBEUKH OMOJIOIIKH PUMEPOLM BP3 OCHOBA HA ,,IIUPOKA COTJIACHOCT

Y HyJaT TaKBU pUMeEpoLn mupym ceetot (DPurypa 3), (126).

52



®urypa 3. Padoren Tek 3a 00padoTka Ha M3BELITAj O/ CIy4aeH HAO/

NCTPAXKYBAY

UcTpakyBauute ro npujasyBaar cay4yajHUOT
HaopA, Ha YoBeuyKaTa 6Mo6aHKa KopUCTejku ro
dopmynaport 3a ob6aBectyBare

e

1. YoBeuKka 6nobaHKa

dopmynapot 3a ussectyBatbe ce o61Ba Bo

6uobaHKata. EaHocTaBHUTE MHPOPMaLMK ce
nposepyBaar 3a KOMNJIETHOCTa U TOYHaTa
pedepeHLa Ha npoeKToT (BepuduKaumja)

i R

26. He-reHeTcKu
C/yyaeH Haopg,

2a. NeHeTCcKU cnyyaeH

HaopA
S —
KnnHuuKa BaXKHOCT Ha FeHuTHuyap

HaogoT?

KnnHu4yKa BaXXHOCT Ha

O6paseuoT 3a U3BECTYBakbE Ce

Haonot?

nopgHecyBa BO KaHUenapujata

AaHe Ha cnyX6eHMK Ha 3alTHTa Ha
noaaToum ‘ He [a

NaeHTUdMKaumMja Ha OHOPOT-KOA40BUTE HA BuonpumepoLUTe ce A40CTaBYBaaT A0 CAYXK6eHUK 3a

3alWTUTA Ha nogaTouu

3. loBepauBa TpeTa cTpaHa

o ngeHtnoukysa ID Ha nauMeHTOT U 6POjoT Ha CNYYAjOT M ro JOKYMEHTUpPa 0BOj NpoLec BO
dopmynapor 3a ussectysame

g

7. dopmynaport 3a

YcraHoBa 3a neKkyBambe n3BectyBarbe ce
nogHecyBa BO
5 KaHuenapwmjaTta Ha
4B NHpopmupajte cny*k6eHuKoT 3a
. BHaTpewHa
P ro nauueHToT 6. KnuHunuka 3awTuTa Ha
npodecnoHanH . BanMpaunja Ha nogaToum
a NPOLLeHKa Ha .
POt NpecTaBHUKOT C/y4yajHUOT HaoA,
MHAMBYa/IHaTa
WX NIeKapoT.
KJMHUUKA .
(Omckycuja 3a
peneBaHTHOCT
NOHATaMOLLHA
Ha HaoAgoT
npoueaypa/Tpe

TMaH).




(ITperzemena on Geiger, J., et al. 2023 - https://doi.org/10.1038/s41431-023-01299-8).

KOHI_[CHTOT 3a pa6OTHI/IOT TEK € COCTaBCH O HMU3a O[] CEAYM I'JIaBHH YCKOPH, a 3a CeKOj

YEeKOp 3aJ0JDKUTENHA € ToKyMeHTanuja. CeqyMTe TJIaBHU YEKOPHU BKIIy4YyBaar:

1. IIpoBepka Ha MOTEKIIOTO HA IPUMEPOKOT;

2. [IpBa KOMIIETEHTHA MIPOIIEHKA HA T€HETCKUOT (2a) UM HEreHeTCKUOT Hao (20);

3. He-nceynoHumu3zalidja Ha JOHATOPOT BO CIIy4a] HA MOTEHIMjaJIHA KIMHUYKA
BXHOCT HAa HAOJOT O]l MCTPAXXyBamE€TO U MPOBEPKA Ha OJUIyKaTa Ha JOHATOPOT 3a

no0uBame Ha WH(GOPMAIIMH 33 PE3YIITATUTE O] HCTPAXKYBAHETO;

4, HOBTOpHa INponCHKa Ha HAOJOT CIOPCH AWCKPCIHMOHATAa OLICHKA Ha HAIJICKHHOT

KJIMHU4Yap 3€Maj1’(I/I ro npeaBuJ MHAUBUAYATHOTO KIMHUYKO JOCHUEC HAa JOHOPOT,

5. Cpr‘lHI/I I/IH(bOpMaI_[I/II/I 3a HOTCHLII/IjaJIHaTa KIIMHUYKa BaXHOCT Ha HaAOAOT 3a

JAOHOPOT O CTpaHa Ha nHue/neKap;

6. Kinnanyka Banmmianyja Ha HA0A0T;

7. llonHecyBame Ha JOKYMEHTUTE BO apXHBaTa Ha JOBEPIUBOTO TpeTo auie (trust .third

party TTP).

ITo nobuBameTo Ha MHGpOpPMaLHKja 3a CIydaeH HAOA OJ MCTPaxKyBadoT, OMoOaHKaTa
Mopa Jia YTBPJHU JIeKa COOJBETHHOT OMOJIOIIKHA TPUMEPOK € M3BaJICH O] HMBHATA KOJEKIIH]a.
3a 1a ce yTBpAM JalId HAOJOT € CEYIITE PEIeBaHTEH, C€ OJIPEayBa JATYMOT KOTa IPUMEPOKOT
e cobpan. Kora oBa ce moTBpiyBa co HH(pOpMAIMUTE CE TOCTAIlyBa CIIOpe] HUBHATA IPUPOA.
3a reHeTCKUTe HAaOAM 3aCHOBAHU HA UCTPAXKyBauKHU METO/M WIIM aHAJIU3U KOU HE C€ KIIMHUYKU
MOTBP/ICHH, MOpa J1a ce J00He COOJBETHO CTPYYHO MHCIICHE. bunejku HaogoT oOWMYHO ce
OTKpHBa BO MCTpakyBauka jabopaTopuja Koja He MOXke Ja 00e30enu CooABeTHA KIMHUYKA
BaIMJIallMja Ha pe3yNTaTUTe, UMIEPATHB € MOBTOPHO IMPOLEHYBamke Ha HaoAoT. buobankara
Tpeba Ja pacrosiara co KOMIIETEHTHU €KCIIEpPTU M J1a0opaTopuu OJHAIpe]l UIASHTHU(PUKYBaHU

Ha KOMW MOXKAaT Ja UM CC o6paTaT 3a MMPOLCHKA Ha TCHCTCKHU, MMAaTOJIOIIKHN W aHAJIMTUYKWA HAOU.

WNudopmanuuTe ce mpocieayBaaT A0 COOJBETHA MHCTUTYIMja HA/IJEKHA 3a XyMaHa

I'CHCTHUKA KOja copa60TyBa (¢10) 6I/IO6aHKaTa, Ha IIp. KaKO HITO € OJCJI 3a XyMaHa I'CHCTUKA UJIN
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cepruduIpaH MEIUIIMHCKH TeHEeTU4ap. Bp3 oCHOBa HA EKCIEPUMEHTATHHTE MMOAATOIN
npo(heCHOHATHOTO MCKYCTBO PE3YyJTAaTHUTE BO OJHOC HA HUBHATA BAXHOCT TH OIICHYBaar
XyMaHH reHetndapu. KiMHWYKaTa pejeBaHTHOCT HA HAOAOT C€ OllEHYBa BO aKpeIuTHpaHa
nabopaTopHja KOPUCTEjKH CTaHAapau Oa3upaHu Ha JToKa3u ( Ha MpuMep AMEPUYKHOT KOJIel 3a
MeAWIMHCKA reHeTrka U reHomuka (American Colledge of Medical Genetics and Genomics
ACMG). Bo 3aBUCHOCT 0J] pe3yJITaToT, HAOJIOT C€ MPEHECYBa BO CIEACH YEKOp WK ce OTdpIia

(51,134).

Jlo TOj MOMEHT, HAOJOT € MOBP3aH CaMO CO ICEBJOHMMOT Ha NMPUMEPOKOT MU 3aTOoa
UJCHTUTETOT HA IOHATOPOT CEYLUTE HE € MO3HAT. Bpckara Ha CEeBAOHUMHUTE CO UACHTUTETUTE
Ha JJOHATOPOT OOMYHO € HAATrJIeayBaHa OJ AOBPEIHUBA TPETa JUYHOCT UM MHCTUTYILMOHATICH
ci1ykO€HUK 3a 3allITUTa Ha TogaTouu. JloBeparBOTO TPETO JIMIIe MMa LIEHTpaliHA yJiora OuaejKu
¥MMa HaJ30p U KOHTpOJa Ha pabOTHHUOT TEK M €€ CIpaByBa CO 3allITUTA Ha IPUBATHOCTA Ha
nToHaTOpOT. Toj To mHpOpMHpa KIIMHUYAPOT WM UCTPAXKYBAUOT 32 MIACHTUTETOT HA JOHATOPOT

Hn HAoOA4O0T.

HatexxHIOT KIIMHIYAp WIH JIMIIETO OBJIACTEHO 32 MPOBEPKa Ha 37PaBCTBEHUOT KAPTOH
Ha JIOHATOPOT M (POPMYJIapOT 3a COTIACHOCT Tpeba Jia ja yTBPAM OJUTyKaTra Ha JIOHATOPOT 3a
MOTEHIIMjaJTHO TIOBTOPEH KOHTAKT U MPaBOTO ,Ja c€ 3Hae" WiH ,,Ja He ce 3Hae™. J[oKomKy
MAIMEHTOT Ce COTJIacKII Ja A0OHe pelieBaHTHU HAOAM U BaKHOCTA HAa HAOJOT Oapa MOBTOpPEH
KOHTAaKT CO JIOHATOPOT, HAJUICKHUOT KIMHUYAP CTAIyBa BO KOHTAKT CO JIOHATOPOT, a Toa

Haja00po € J1a Oujie JIUYHO.

Cekoj cimydaeH HAoJ O]l MCTPaXKyBameTo Oapa IMocienoBarelHa BepuduKaiuja u
Banuaanuja co oa00peH win akpeautupan Meton (123). Co3HaBameTO Ha CIy4ajHUOT HAOJ
MOKE€ Jla CTaHe NCUXWYKA M €MOTUBEH IPEeIU3BUK 3a JAOHATOpPOT. Bo TakBUTE CHUTyaluu,
WH3BOPEIHUTE KOMYHUKAIIUCKH CIIOCOOHOCTH ¥ MHTEPIEPCOHAIHU BEIITUHU CE UMIIEPATHB 32

JULETO 33JJ0JKEHO J1a To npeHece HaoaoT (126).

ETvukuTe OpUHIMIM M 3aKOHCKUTE TMpONUCH Oapaar ceomndarHa 3allITUTa Ha
NPUBAaTHOCTA HA JIOHATOPOT U MPAaBOTO Ha camoonpenenyBame. (135). [TountyBamero Ha oBue
NPUHLIMIIKA TOApa3dupa mocBeTeHa padoTa 3a MOBTOPEH KOHTAaKT M KOMYHHMKalHja co
noHaTopoT. TekoBHO mpeTnovynTaHaTa NpoLeaAypa 3a 3alUITUTA Ha IPUBATHOCTA HA JIOHATOPOT
Ce 3aCHOBA Ha IleJlaTa MCEeBJOHUMH3AIMja Ha JIUYHUTE WHPOPMALIUY, KITUHUYKUTE TOJATOIH,

nogarouuTe oOJ4 HNpUMEPOKOT U BUCTHHCKHUOT MTPHUMEPOK, CO MTO CC IMOHUIITYBaaT
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UH(POpPMALIUUTE U C€ TIOKPHBA WACHTUTETOT Ha JOHATOPOT. HeHaMepHo criojyBame € peuncu
HEBO3MO>KHO IPY KOPUCTEHE HAa HECOOIBETHO CKIIAIUpakhe Ha eHTUTETUTE Ha nmojaTonu (136).
Ox oBaa TpUYHMHA, HEOMXOJIHO € IOBTOPHO CJCICHE Ha IICEBJIOHMMHU3HUPAH OHOJIOIIKA
PUMEPOK JIO JIOHATOPOT KOj BO HUKO] CITy4aj HE MOXKE J1a C€ M3BPIIM TUPEKTHO OJ1 YOBEYKATa
O6uobanka mro ro o0e30emyBa MPUMEPOKOT, HUTY OJ HMCTPaXXyBadOT IUTO TO KOPHUCTU

COOJIBETHUOT OMOJIONIKU TIPUMEPOK.

Ha xpaj, 3aBpI1eHOTO U3BECTYyBamkE C€ CKEHUPA U eNIEKTPOHCKH ce ckiaaupa 30 roauHu
BO apXMBHTE HA MOJIATOIM HA JOBEPJIMBA TPETA CTpaHa 3apa Iy TPAHCIIAPEHTHOCT, KOHTPOJIA Ha
KBaUTeTOT M ciemamuBoct cnopen General Data Protection Regulations GDPR. Bo oBoj
mporec, camara OnobaHka JenyBa €IMHCTBEHO KaKO MOCPEIHUK MOMEly HCTPaKyBadoT U
JIOHATOPOT. VIEHTUTETOT Ha JOHATOPOT € pelleH OJ cTpaHa Ha Tpero jwuie. [Ipen ma ce
COOIIITAT CITy4ajHUTE HAO U HA JJOHATOPOT, CE MPOIICHYBAa KIMHUYKOTO 3HAYCH-C U BIIMjaHHECTO
BP3 37paBjeTo Ha JoHATOPOT. OuTyKaTa 3a 32 OTKPHBamkE Ha HAOJIOT Ha JOHATOPOT CE 3aCHOBA
Ha omnmTo npudareHd ymarctBa u mnpocdecuonanHo uckyctBo (115,137). Cenak, npBo u
OCHOBHO Tpe0a Jia ce MOYMTYyBa OJUTyKaTa Ha IOHATOPOT Jla TO UCKOPUCTH ,,[TPAaBOTO Ja HE ce

3Hae”.

HctpaxxyBaukure OaHKM M JPYyTH XyMaHU T€HETCKM UCTpakyBamba KOM coOupaar u
ananmusupaat JJHK ce moBeke ce coouyBaar co mpamameTo Jald U Kako Ja ce J0CTaBar
e(EeKTUBHUTE TEHOMCKHM DPE3YyJITaTH Ha MOCIUHEYHHTE Y4YeCHUIH. Mlako MHO3MHCTBOTO OJI
YUECHHIIUTE W UCTPAKYBAUUTE CE 3a BpaKarme Ha TAaKBUTE PE3YJTATH HA YUYECHHUIIUTE, TOJIEM
6poj ox takBute cryauu Bo CAJ[ u Bo Jpyru 3eMju He ro MMIUIEMEHTHpalie BpakameTo Ha
T€HOMCKHTE Pe3yJITaTh Ha YUECHUIIMTE Opaau HEU3BECHOCTA OKOJIY TOa Kako Jia ce coryacaT
YYECHHUITUTE, KOM TeHHU J]a ce U30epar 3a BpaKkame, KaKko Jla ce aHAIM3UpaaT, KiacupuuupaaT u
Jla ce TpHjaBaT BapHjaHTH HAa UCTPAKyBAmETO, JIOTUCTUKATA HA MMOBTOPHO KOHTAKTHPAame Ha
YUECHMIIUTE, PEryJIaTOpHHU Oapama Kou 0apaaT MOTBp/A HA PE3YyITATUTE O] UCTPAKYBAETO,
TpaH3MLMjaTa HA YYECHUIIMUTE BO COO/IBETEH KIIHUYKH TEK M TPOIIOIMTE TIOBP3aHH CO CEKOj OJ1
oBue yekopu. M3Bemrajor Ha Hanmonanunata AkazneMuja 3a Hayka, MH)KMHEPCTBO U MEIUIIMHA
IpelBUJIE JIEKa ,,JaBalheTO Ha PE3YJITATUTE OJ1 UCTPAKyBaHETO HACKOPE K€ CTaHe COCTAaBEH JIeN
Ha MCTPaKyBamkETO ™ U ja HarylacyBa nmorpedaTa 3a JieTajleH OIUC Ha COIIacHOCTa, MoTpeda o011
TEXHUYKH CTaHJapIH, MpeQepeHIIN Ha YIECHUIIUTE U PECYpPCH 3a BpaKkame Ha pe3ysITaTUTe.
HMako mmaHWpameTo 3a JaBakbe Ha TEHOMCKHUTE pEe3yNTaTH OJf HCTPaKyBameTO BO

HUCTpaXKyBaukuTe OMOOAHKK MOXe Ja OMJe CI0KEHO, TOA MOXE JIa BOCIIOCTAaBH PAaMHOTEkKa
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noMery CIpOBEAYBAETO HAa HAYYHOTO HCTPAXKyBame, 3aUyBYBambeTO Ha aBTOHOMHMjaTa U
NPUBATHOCTA HA YYECHUIIUTE U MOHYyJaTa Ha MH(pOopMaruuTe Kou O MOXKese Aa TO Hamaar
MOPOUIUTETOT U MOPTAIUTETOT Kaj OHME KOU BEJIMKOAYIIHO IpuaoHene co cBojara JHK Bo

KOpHUCT Ha HaykaTa (138).

3roJeMeHOTO 3HaueHhe Ha AHAIUTHYKUTE TEXHUKH CO BHCOKHOT IPOLEHT Ha
OMOMEIMIIMHCKUTE HCTPaXyBamkba KOM TEHEepHpaaT BHCOKOJAMMEH3MOHAIHU MOJAaTOLHU
MOKHOCTA 3a OTKPHBAamk€ HAa HEOYCKYBAaHH 3JIPABCTBEHU PHU3UIM MM 3HAIM Ha OOJECT BO
YOBEUKHTE OMOJIOIIKM MPUMEpPH CTaHa Mpalame o rojeMa BaxkHocT. llo3unmjata mro ja
3emaaT EBponckuTe 6M00aHKM BKITy4yBaaT UCKITyIyBambe Ha CEKOE JaBambe Ha PE3YJITATUTE O]
UCTPaXXyBambEeTO JI0 HUBHO ILIEIOCHO oOenoxeHyBame. (139). Ha mpumep eana ox riiaBHHTE
6uobanku Oa3upaHa Ha HaceneHue, Omobankata Bo UK jacHo ofjaBmiia geka BO HMBHUOT
PaHKOBEH JIOKYMEHT 32 €THMKa M yIpaByBame ,,/EHEpAIHO HeMa Ja 00e30eau 31paBCTBEHU
uH(pOopMaInK 3a ydecHUIUTe . MeryToa, co ce MoroJIeMHOT OpOj Ha UCTPAKYBAYKU TMTPOCKTH
3a mojarouuTe Bo bpuraHckara OmoOaHkara, ce OuYeKyBa Ja C€ I10jaBaT IOTCHIUjaTHO

CCPHUO3HHU CJ'Iy‘IajHI/I HaOOH, I1a 3aTOoa IIOJIMTHUKATa € COOJZBCTHO IIpUJIaroJiCHa Ha Toa (140)

JlaBameTo HAa MHIUBUAYATHUTE PE3YJITaTH U CIyYajHUTEC HAOJMH BO MCTPAXKyBambaTa
UMaaT eTUYKa M MPAKTHYHA CI0KEHOCT, OCOOEHO KOra YYECHHUIIUTE C€ TMOJUIONKEHH Ha
CEKBEHIIMOHUPAKE Ha [IEJTMOT FreHOM. bpojHUTE MHUIIM]aTUBH 32 KPEUPAhe 3aKOHHU U TOTUTHKU
ce oOMIyBaaT /1a T pa3jacHaT OATOBOPHOCTHTE Ha MCTpaxkyBaunTe. [[paBHaTa HECHUTYPHOCT H
MOJIMTUKATA CE 3roJieMyBa CO HEKOH3MCTCHTHUTE TOJIKYBama O] CTpaHa Ha KOMHUTECTHTE 32
eTHUKa BO HUCTpaxyBameTo. [IpaBuiara 3a naBame Ha pE3yNTaTUTE ce€ MpPUMEHyBaaT Ha
pa3NYHM HUBOA BO pa3iuuHu jypucaukiuu. [loceOHa rpuka 3a ycoriacyBame (4ecTo ce
KOHTPAJIMKTOPHHU Ce MpaBUJja 3a TOA KOTra pe3ysTaTUTe Mopa, Tpeba, cMeaT WM He cMear Jia
ce mamar. HecormacyBamara Mery peryJlaTOPHHTE paMKH CO3/1aBaaT JOMOJHHUTEITHH
KOMIUTMKAIIMK 32 MEI'YHapOJHUTE HUCTPaKyBauyku COpaOOTKH, TMOTHKHYBAjKH TOBUIIM 34
ycornacyBame (141). [TorpeOHM ce Hajmo0Opy MPAKTUKH 32 1aBamkhE HA MOSANHAYHUTE TEHOMCKHU
pe3yaTaTH 3a Ja ce 1ooue nHpopMaIlrja He caMo 32 €TUYKOTO JI0CTaBYBamkE TYKY U 32 UJTHUTE

3aKOHCKH Y IIOJIUTUYKH HAIIOPH.

Henpernuznute npakTHKH 3a COTJIACHOCT W 3allITUTA Ha MPHUBATHOCTA ja HApYIIyBaaT
npuBaTHocTa. Mlako MefyHapoJHHUTE MPOEKTH 3a FeHOMHUKa kako mTo € International Cancer
Genome Consortium — ICGC u MefyHapogHUTE KOH30PIHMYMH, paboTea Ha ETUUYKUTE

MMpucTaru, 0e3 pas3jinka Jaji ce pa6OTI/I 3a o6pacuH 34 IIUPOKa COTJIACHOCT WJIKN AOTOBOPU 34
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OpucTam g0 MPUMEPOIH M IMOJATOLM, INPEIU3BULIUTE BO MEryHApOAHOTO MpHpakame
ocranyBaaT. [lorouHo, momaronmTe ceymTe MHOTY YECTO CE€ aHaJM3UpPaaT BO H30JIHMPAHU
JTUCHUTUTMHCKA WA WHCTUTYIYWHAJIHH CWJIOCH W CO HEKOMIIATUOMIHH  METOIH.
PerynatopHute cucTeMH CEylITe HE C€ IU3JHUPAaHU, HHUTY JOBOJIHO KypUpaHHU, 3a Ja
NOTUKHAT HIMPOKA COPa0OTKA Me'y CTyIMUTE M PEKYTPAaHUYHHTE CIIOICTyBakha Ha MOJaTOIH.
Kako TakBO, KOHTUHYHPAHOTO OTCYCTBO Ha XapMOHHM3HpaHH3aIMja Ha CTUYKUTE HOPMHU KOU
MOXAT Jla ja OJIeCHAT MeryHapojJHaTa copa0OTKa Ha Tjo0alHaTa HayKa M OJTOBOPHOTO
HUCTpaXyBamkbe MOXE Ja Ouae TJIABHHOT MNpeau3BUK, Owaejku [nmobanHaTta anwjaHca 3a
renomuka u 3apasje ( Global Alliance for Genomics and Health - GA4GH) ce obunysa na
OBO3MOXHM TpaHCIIAIMOHA TpaHc(hopManKja Ha ITUIOAOBHTE HA jaBHUTE WHBECTUIMU BO

reHoMHujaTa 1 OMOMEIUIIMHCKUTE UCTpaxyBama (142).

EBponckara mpaBHa paMKa 3a JOCTaBYBAaWk€ HA PE3YJNTAaTHTE 10 YYECHHUIUTE BO
UCTpaXKyBamaTa Mopa Jia BKIIyYd MUHUMAJIHO YETUPH PABHO 00Bp3yBayKU MHCTPYMEHTH (97-
101). Maxo Tue npeTcTaByBaaT MUHMMAHEJIEH IIpar, THE MOpa /1a ce BKJIy4ar 3a /1a e UCIIOJIHAT
3aKOHCKUTE OOBPCKH BO MAaHEBPOICKUTE NPOoeKTH. OBUE MHCTPYMEHTH HE ce paTU(hHUKYBaHU
Bo cure EBporicku 3emju. Kako mrTo mokaxysa wieH 89 ox GDRP orcramyBamara u
JIONOJHUTENIHUTE Oapama Ha OBHE HHCTPYMEHTH MOXKAaT Jia Cce JajaT BO JOMAIIHOTO
3aKOHOJIAaBCTBO, CO IITO CE€ CO3/1aBaaT AOMOJHUTEIHHU OOBpCKU. 3abenexaHa € pa3sHOBUAHOCT
BO MeElYHapOJHUTE, PErMOHAJHUTE W HAIMOHAJIHUTE IOJUTHKH/ 3aKOHM KOja IMOKPEHOBA
NpeIn3BUIM 32 UCTpaKyBame. HecornacyBamara MoXe Jja BKIIydyBaaT pPa3Iu4HU KyJITYpHU
[JIEUIITA 3a MOTPEeOUTE Ha YyYECHUIIUTE U CEMEJCTBATA, Pa3IMYHKM HAallMOHAJIHU CUCTEMHU Ha

3/IpaBCTBEHA 3allITUTA U OpPaHUYYBamba Ha PECYPCUTE Ha UCTPaKyBaukuoT cextop (102).

1.4. ETHYKH U JIeraJHU PaMKH 32 ynorpe6a Ha 0Mo0aHKH

Nako On00aHKapcTBOTO HE € HOBO, HETOBMOT 3HAYUTEJEH pPa3BOj BO TEKOT Ha
u3muHatute 10-15 roauHu, Bo KOHTEKCT Ha TEHOMCKUTE U MOCTT€HOMCKH UCTpaKyBama, Oellle
NPUIIPY’KEH CO TeHEepHpame Ha OpOjHU JOKYMEHTH KOU CE€ OJHECyBaaT Ha HUBHUTE €TUUKHU
npenu3BUlM. TpaHCapeHTHUTE, €TUUKUTE U MPAaBHO 3PaBCTBEHUTE IMPOLIECH CE OCHOBA Ha
OBHE PAaMKH 3a J1a MOXKAaT Jla 'M UCIOJHAT CBOMUTE 3ajaud. OBa € MOXXHO €aMO JOKOJIKY
IPOIIECUTE Ce CTaHapAU3UPAHH, TH CIIeJaT BOCIIOCTaBEHUTE paOOTHH TEKOBH U OJIrOBapaaT Ha
OMNILITO MpU(aTeHNUTE MPUHIIMIIN, 32 J]a CE 3aMEHH €THYKaTa HECUTYPHOCT CO HECUTYPHOCT 3a

ycornacyBame (143,144).
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KommekcHocTa Ha OMOOAHKApCKUTE MPAKTUKUA T€HEPUPAAT PU3UIHM, MPHIOOUBKU H

OJICOBOPHOCH KOM HE C€ COOJIBETHO MICHTU(UKYBaHU WiH pemieHu (145).

bp30TO Temro Ha MPOMEHM NPOHM3BENE JBE MOKHH, HO KOH(JIMKTHH OIIITECTBEHH
peakuuu. OJ eHa CTpaHa, IOCTOM MHOTY CHJIHA jaBHA MOJPIIKA 32 OTKPUTHja KOU BETyBaat
nog06pa MEJULMHCKA AXjarHO3a U TPETMAaHU U Off APYTa CTPpaHa 3arpHKEHOCT 3a 3T0JIEMEHOTO
ryOeme Ha MPUBATHOCTA W MOTEHIMjaj 3a FeHETCKa JUCKPHUMUHAILM]A, KAKO M KalaluTeT 3a

peryiaupame Ha reHeTcKaTa HayKaTa BO jaBeH uHrtepec (146).

[Ipenu3BUIMTe MPETCTABEHH CO IOBPATHUTE WH(POPMAIMM Ha HAOAMTE O]
MOCJIMHEYHUTE HUCTPaXKyBamkba ce JOOpO TNpEeno3HacHU BO OMoOeTHYKara JmrTeparypa. AKO
UCTPAXYBAuOT OTKPHE HEITO OJ MOKHO KJIMHHYKO 3HAaYCHE 32 BpeME Ha HHBHOTO
UCTPaXyBame, HO € HAJBOP OJ ISJIUTE HA CTyAMjarta, (T.e. ,,CIy9acH HaoJ ) ce MocTaByBaaT
npaniamaTa Ha Koro Tpeda Jia My ce OTKpPHE TOa, JIajli UCTPAKyBauYUTE KMaaT 0OBPCKA aKTUBHO
na OapaaT MOTCHIMjATHO KJIMHUYKHM 3HA4YajHH WHGOpPMAIMK IITO HE Ce MpUMapHa Il Ha
TECTUPABETO (T.€.,,CeKYHIapHU HAOIM ) M JaJld CeKOj TaKOB HaoJ Tpeda na nmodue cTpydHa
aHaJIM3a 3a JIa ce MPOICHN HETOBOTO KJIMHUYKO 3Hauewke. Ce MmocTaByBaar | Mpaliamara Jaiu
Ha ydecHUIUTE Tpeba Ja uM ce obe30enar KakBo OMI0 MHPOPMAIIMK BO BPCKA CO HUBHUTE
pe3yNTaTi O] UCTPAXyBameTO Ha WHAMBUAYATHO HHUBO U IITO Tpeba na GapaaT eTUUYKUTE

KOMUTCTH 3a UCTPAKYBALC BO BPCKa CO BpaKaH,eTo Ha MMOBPATHUTEC I/IH(l)OpMaI_II/II/I.

Cermnak, MpUMapHOTO UCTPaXyBame HE € €AMHCTBEHHOT KOHTEKC BO KOj MOXKaT Jia ce
MojaBaT mpalama 3a MOBPaTHUTE MHPOPMAIUH O] HAOJUTE O]l UCTPaKyBambaTa. 3HAUUTENEH
JeNl O]l MCTpakyBamaTa KOpPUCTAT MOJATHIM O]l CEKyHApAHUTE H3BOPU KaKo ILUTO Ce
O0M00aHKUTE WM apXUBUTE Ha MOJATOIM U CE€ CIPOBEAYyBaaT OJ MCTpPaKyBaud KOM HeMaar
KOHTAKT CO MOEIMHEYHH MAIlMeHTH WU YIECHUIIM KOU Jane moaaroru. Kor 00BpcKu, TOKOIKY

'l UMa, UMaatT OBUC ,,CCKYHIapHHA I/ICTpa)KyBa‘lI/I“ Ja ' IoBpaTaT HAOAUTEC O HCTPAKYBAKLTO.

MerfyHnapoaHaTa KOMITIIAlIMja HA CTaHAApIU 3a UCTPaXyBame Ha yoBeKoT (Ommen 3a
3npasje u yoBeuku yciayru — CAJl, Kannenapuja 3a 3aiTUTa Ha YOBEKOBUTE HCTPaXKyBarba)
OMJI0 OTKPHUEHO JIeKa MOCTOSUYKOTO MCTPAXKYBame 3a €THKA BO BpCKa cO OM0OaHKapCTBOTO Ha
YOBEUKHUTE MaTepHjajii HE JlaBa MHOTY Hacoku. Ha mpumep, XencuHiikara nekiapanuja ce
MOBHUKYBa camMo Ha norpedara oJ1 HH(GOpMUpaHa COrJIaCHOCT U MPEUCIIUTYBAkE Ha €THKATa BO
uctpaxyBameTo (31). CoBeToT 3a Mer'yHapOJHH OpraHu3ay Ha MenuiuHcku Hayku (Counsil

for International Organizations of Medical Sciences — CIMOS) o6jaBui1 mojieTajHi yraTcTBa
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KOM BKJIy9yBaaT HAaCOKH BO BPCKa CO COOMpame, CKIATupame M yrnorpeda Ha OHOIOMIKUTE
MaTepHjaay ¥ MOJATOIM BO BPCKa CO MCTpakyBameTo. Bo ymarctBata CIMOS 06e36emyBa
ONMINTH W cHecuPpUYHH pa3MUCITyBama 33 OHWOOAHKHTE, BKIYYUTCITHO W TOYKHM KOH C€
OJTHECYBaaT Ha yNpaByBameTO (KaKO IITO C€ MEXaHU3MUTE 3a ,,00aBECTYBaE HA YUCCHUIIUTE
3a pesynraTure” ; morpedara 1a ce hopManu3upaar nporeypuTe 3a cnecupuyHa WM IMpoxa
COTJIACHOCT, IOBJICKYBabhE Ha COTJIACHOCTA M OTKAXKYBahe O] UCTPAXKYBAHETO HA PE3HUyaTHU
TKWBA; U ,,JaBabE Ha PE3yJTaTUTE U 00eJI0/IeHyBamke Ha (He)rnobdapaHu HAOAH “, CO MOYKHOCT
JIOHATOPHTE Ja oadepar Ja MpUMaT MHOXKECTBA Ha MH(OPMAIMU, a €THYKUOT KOMHTET 3a
UCTpaxKyBame Tpeba Ja MpOILEeHW Aalu MMa MmoTpeda na UM ce 00e30equ COBETYBame CO
OJIpeJICHN TCHETCKH HH(DOpPMAIINH; ,,CKIIATUPAKBE U KOPUCTCHE HAa MATEPUjaTH U ITOIATOIH O]
00J1acTH CO MaJIM pecyCcpHu‘‘ KaJie IITO eTHYKH ce 0apa ,,aHTa)KMaH Ha 3a¢/IHUIIATA, TPAJICHhE Ha

KalaluTeTH U MIpaBUYHA pacrpeaenda Ha ToBapuTe U npuaoOuBkure’ u apyro (147,148).
1.4.1. buo6aHKu ¥ apXMBHU HA OJATOLH

[TommynapHocta Ha OMOOAHKUTE KAaKO M3BOP HA IMOJATOLM OJl UCTPAKyBamara € BO
pacTex. YdecHUIIUTe BO OMoOaHKaTa JTOOPOBOJHO Ce MOJUIOKYBaaT Ha OaTepHja Ha TECTOBU
KaKo JIeJ 01 00CepBAaLMOHU CTY/IUU H JO3BOJIyBaaT JOOUEHUTE TIOJATOIH 1a CE€ CKIaUpaaT Ol
OuobaHkara 3a ymoTpebda BO JPYyrd WIHM HUCTpaxkyBama. KycTOocUTe Ha MONATOIU THU
oOpaboTyBaar HeoOpaOOTeHHWTE TMOJATOIM BO KME Ha OaHKara, BKIYYHTETHO U
UJACHTH(DUKYBAmHETO HA HETOYHH M HEIEJIOCHHU TOJIATOIH, TH YCOTJIaCyBaaT IMOJATOIMTE O]
pa3IMYHU U3BOPH, 32 JIa CE OCUTYpaaT JeKa THE MOXarT Jla ce yImoTpedar 3a UCTPaKyBambETO.
Bo Hekou citydan UCTpa)KyBameTo 0 CIIPOBEyBaaT UCTPAKyBauM KOU ce Jiesl Ha OnobaHKara,
a BO Jpyru ciyud OuoOaHKaTa HO3ByJlyBa MpHCTall JO MOAATOIUTE HA HAJIBOPEIIHU
HCTpaXXyBadu. Bo moMmeHTOT KOTa ce (:061/1paaT moaaTonuTe Ha YYCCHUIUTE HE UM CC KaKyBa
KOHKPETHO 3a IITO K€ ce KOpUCTAaT HUBHUTE mojaronu. Bo moBeke ciyyaum UCTpa)KyBauuTe
HEMaaT HUKAKOB KOHTAaKT co ydecHuuurte. Mpexara ox CeepHa EBpoma e rpyma of

6I/IOCTI/IqapI/I, COI_[I/Ij AJIHA HAYYHHUILIU, CIUACMHUOJIO3U U KIIMHUYKU UCTPpAXKYyBaA4IU.

HcrpaxxyBaunte MOKaT Aa Jocramar g0 MOAATOLHTE O]l UCTPAXKYBAKETO M IPEKY
apxuBa Ha OJATOIM. 3a pa3iuka o]l OnodaHKaTa, apXuBaTa Ha OJATOIM HE COOMpa MOIaTOLHU
0]l YYECHULIUTE AUPEKTHO, TYKY JEJIyBa KAKO CKJIAJUIITE 3a UCTPa)XKyBauKH MOJATOLU BEKE
coOpaHM MpeKy NPUMapHOTO HCTpPa)XKyBame WM KIMHMYKA Mpakca. McrpaxyBauute kou
MpHCTaIlyBaaT /10 OJIaTOLUTE O] apXUBaTa OOMYHO HEMAAT HUKAKOB KOHTAKT CO YUECHULIUTE

Ol KON T' co6pane nogaToMrTE, ,ZL06I/IB3.3.T caMo 36I/IpKI/I o1 JICI/II[eHTI/I(I)I/IKyBaHI/I nmoaaTonu.
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Bo pamkure nHa EY HeomamHa ycBoenara Omiura peryjaruBa 3a 3alUTHTa Ha
nonaronute (General Data Protection Regulations (GDPR) (EY 2016/679) ce onHecyBa Ha
HEKOM O] TPHIKUTE IIITO MOXKE J]a TH MMa jJaBHOCTA BO OJIHOC Ha MPHBATHOCTA M 3allITUTAa Ha
nogaronure (98). HaBenenu ce u Apyru 3aKOHCKH OCHOBH 32 00pa0OTKa Ha JIMYHU TOIATOIIH,
HO HE € JaCHO KaKo THE TOYHO OU ce oiHecyBajie Ha HAyYHHUTE UCTpaxyBama. [[paBHuTe HOpMHU
OCTaHyBaaT OTBOPEHM 3a TOJKYBalbeé W Ha TOj HAUYMH HYyJaT OTPAHMYCHH HACOKH 32
uctpaxyBauute (149,150). PerynaruBute kako mro ¢ GDPR mo3BomyBaar oOpaboTka Ha
3[IpaBCTBEHUTE JIOCHEA HA MAIICHTUTE 32 HCTPaXKyBambe 0€3 COMIACHOCT, YYSCHUIIUTE MOXKE J1a
HE C€ CBECHHU 3a crecu(UYHaTa MPHPOJa Ha UCTPAKYBAMTO 32 KOE €€ KOPUCTAT HUBHHUTE

nogaronu, 1ma Aypyu U 1€Ka HUBHUTEC IMOJATOIHU CC KOPUCTAT.

Bo BoBennata uzjaBa 33. GDRP ce cromeHyBa jeka ce HEONMXOIHHU JOTOTHUTEITHH
€TUYKU CTaHAapau 3a o0paboTka Ha JUYHUTE MOJATOLM 3a HAaydHO HCTpaxyBame. OBa
yKaxyBa JieKa € Tperno3HacHa MoTpedara CyOjeKTHTEe KOHW IpeB3eMaar aKTUBHOCTH KOU
BEpOjaTHO Ke MpeAu3BUKAAT HEJIAroJHOCT Kaj JaBHOCTA Jla TO HaJIMUHAT YCOTJIacyBameTo CO
3akoHckHUTe Oapama (151). KommieMeHTapHOTO €THYKO BIaJle€Hhe CTaHyBa IPEaycClioB 3a
o0e30enyBame JoBepOa Ha jaBHOCTA BO 3[PABCTBCHHUTE HCTPAXKyBamka CO HWHTCH3UBHU

nogaToIH.

Merfy eTnukuTe Tpaliamka pejeBaHTHH 32 aKTUBHOCTUTE Ha OMOOaHKHUTE, HEKOU Ce
oco0eHo kKoHTpaBep3Hu. Bo Tabena 2. ce cymupaHnu rjiaBHUTE TEHICHIIMU KOH KOHBEPTEHIIN]a
¥ TOUKHUTE Ha HecorjacyBame. Bo Tabenara ce HarnmacyBa (hakToT Jieka MOCTOjaT MOTEIIKOTHI
BO 3a€HUYKOTO pa3Oupame Ha pa3iuYHU Mpaliama W npuMeHetute npouenypu. [locrojar
MHOTY Pa3lIMKH U TOJKyBama. Cemak, pa3BojoT HA HACTAHUTE MOXKE JIa C€ MPEABUAU CO HEKO]
ONTUMHU3aM BO CIPOTHUBCTABCHUTEC IO3HUIWH. Pa3znuuyHy KIMHUYKU U Hay4YHHN oOiactu ce
3aMHTEPECUPAHHU 32 ACTICKTUTE KOU CE OJIHECYBAaT Ha OM00aHKUTE OUICjKU HAPETOKOT 3aBUCH

on tue pecypcu Tabena 2. (117).
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CoraacHocT

KonBeprenuuja: KoHCEH3yC JuBeprenuuja: KOHTPaBEP3HU
Ipallamba
[TpucnocobyBame Ha | [llupunara Ha npBOOUTHATA

TpagUIIUMOHAJIHUTEC MEXAaHHU3MHU 3a
COIJIaCHOCT Ha CHCI_II/I(bI/ILIHOCTI/ITC

Ha OMoOaHKUTE.

COIJIaCHOCT 3a HUCTpaxyBama U
CeKyH/JapHaTa yrnoTtpeba Ha IpUMepH U

nogaTonu

IIpuBaTHOCT/I0BEPJIMBOCT

Kopenanuja momery cremeHOT Ha

uaeHTu(duKanyja Ha IOJATOLMTE

(aHOHUMHH, AHOMHHU3HMPAHHU,
KOJUpaHW, IpENo3HAaTIuBU) U
norpedara 3a HOBTOPHO
KOHTaKTHpame CO  yUYCCHUIIHTE,

MOKHOCTAa 34 TIIOBJICKYBAalbC O

HUCTpaXXyBambeTO,  Mpaliame  3a
JaBalkb€ Ha  pe3yjiTaTHuTe  Ha
y4eCHUIUTe, M  Tpuctan g0
MOAATOLM M MPUMEPOLM O]l TPETH

CTpaHH.

YTBpayBame Ha COOJBETEH CTEINEH Ha
uaeHTu(dUKaImja /mpucrar bi o)

MMOJATOLH.

JAucumuHanmja

Ha

pesyJararu/magopmanunTe

10 YYeCHHUI[UTE

bapame 3a ceonatHu nupopmanuu
npen Aa ce ¢opmupa 6mobaHka 3a

HAaCCJICHUC OJ] IT'OJICMU pa3MCpHU.

IIpaBoTO 112 ce 3Hae U Ja He ce 3Hae BO
KOHTEKCT Ha MOIyJIAI[MOHUTE OaHKU:
KIIMHUYKA UHTEpEC, TE€HETCKO
COBETYBal€ M MHTEpIpeTanyja Ha
pesyaTrature

OIIIITH HacrpoTu

HHAUBUYAJTHU PE3YJITATH.

Puszunm

AUCKPUMHUHaLKja

ox

ITorpebaTa nma ce 3emar HpeABHI
HOTeHI_[I/Ij AJIHUTE pUu3snn on
JUCKPUMHHAIIM]a HE CaMO 3a BpeMe
Ha pPErpyTUPABETO, TyKy U IpHU

TOJIKYBAabC HAa PE3YJITATUTC.

Konky mocraBeHara uHdopmalmja 3a
PUBHIIM 10 YYECHUIIUTE BJHjae, Ha

cTalkaTra Ha Y4€CTBO.
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YnpaByBame u ciieieme

[lorpeba on amexkBaTeH Hay4deH U
CTUYKHN HaA30p BO MOMCHTOT Ha

co3laBameTo Ha  OumoOaHkara.
[Tocrojano creneme JoACKa Tpae
npoekToT. HesaBucHa HaasopHa

WHCTUTYLIMja H e(uKacHOCT Ha

HEJ3UHUTE KOHTPOJIHH
OBJIACTYyBama, BKIIy4yBajKH
CaHKIIUH.

Etnukn wHamzop 3a MeryHapoaHU
IIPOEKTH KOU BKJIy4dyBaaT IIOBEKe
3eMju: TMpHpoJaTa Ha KOHTpOJara H
Oupokparu3aiujaTa

Ha IIpoNLeECoT.

VYupaByBame: IpOBEpKa U paMHOTEXka.

BkiayuyBame Ha jaBHOCTa

[TIpomoBHpame Hu 3ajakHyBame Ha
IUjaJioroT Mery mpogeCHOHANINTE
U jaBHOCTa. Bo M3roTByBameTro Ha

CTUYKaTa W IIpaBHAa paMKa IITO I'U

perynupa O6nobaHkuTe Ha
HaceleHuero. BkiydyBame  Ha
3IpyKE€HHja Ha TMAalHUeHTH Kaj

oJipesicHu OOJIECTH.

I/IH(i)OpMaI_II/II/I, aHIra’xMmaH, COI'JIaCHOCT
Ha 3acJHuIaTa HJIM HaCCJIICHHUCTO.

MOI[aJII/ITeTI/I Ha BKIIyYYyBambC.

CrnonesyBame Ha pecypcu

U npucrTramn

HpOMOBI/IpaH,e Ha JOCTAaIlHOCTa Ha

Hay4YHHTE pe3ynTaTu 70

HajIIMpoKaTa myOsmKa.
OnecHyBame Ha TMPHUCTANIOT O
NpUMEpPOIIM W TMOAATOIM  3a

HUCTPAKYBAYKH LCIIH.

VYcnosu 3a npucran A0 MeryHapOIHHU

KOpUCHHIIN.

Komepuujannu acnektn

[Torpebara ga ce paspaborar

MTOJTUTHKH 3a CTIO/ICTTYBabE
NPUIOOMBKY U J1a ce 3eMaT IpeaBH
MOTEHIIMjaJTHUTE KOMEPIIH]jaJTHU
ynoTrpebu Ha MOJATOLUTE IITO Ce
Haoraart BO PECypCUTE Ha IIPOEKTHUTE

Ha HAaCCJIICHUCTO.

OuUHAHCHPAKETO HA jJaBHUTE MPOEKTU
Ouso Ja ce MOJynpUBaTHU WU
NpPUBAaTHH TO MOJpa30upa CTaTycoT Ha
TEHETCKUOT MaTepujaji, CONCTBEHOCT,
y4eCHUIIM W (UHAHCUCKU JTOOWBKHU.
BxnyuyBamero

Ha IIPUBATHUTC

KOMIIaHWM  ce  mojapaszdupa H
UHAyCTpHjaTa  3aJ0JDKUTEIHO €
noTpeOHO /1a OujaT Mo ONUITECTBEHA

KOHTpOJIA.
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Tabeaa 2. CIHYHOCTH H Pa3jIUKH BO CIHPaBYBAalb€TO CO C€TUYKHUTEC IMpalmiamba Ha

onodankutTe (Cambon-Thomsen A, at al. 2007. doi: 10.1183/09031936.00165006.)

1.4.1.2 lepununuja Ha OnodaHKHUTE

HcrpaxkyBaunTe M KIMHUYAPUTE pa3BUBAaT C¢ IOrojieMa CBECT 3a IMpallamara,
peryjlaropHara paMkKa MW aJMUHHUCTPATHBHUTC MOAAJIUTCTH 3a CTHUYKO OJHCYBAILC Ha
O0M00aHKapCTBOTO KOM CTaHyBaaT yYINTE TOCIOXKEHW Ha MElyYHapoJHO HHUBO. ETWukuTe
mpaiama pejeBaHTHH 32 aKTUBHOCTUTE Ha OuobOaHkuTe ce KOHTpaBep3HU. Co TEKOT Ha
TOJMHUTE Ce T0jaByBaaT HOBHU IMpalllama, TEIKOTUH U pemieHuja [loctom 3HaumTenHa
KoH(]y3Hja Koja € 3acuiieHa co GakToT MTO AePUHUIIMUTE 32 OMOOAHKUTE CE MPOMEHIIMBH, a
MHOILITBOTO Ha yHOTpeOAaHW TEPMHUHM JIOBEI0A O HEJACHOTHMH HHU3 PETYJIaTOPHUTE PaMKHU

(152,153).

[IpamameTo 3a nedunuIMja MOkeOU He Ce TJIe/]a KaKo ETUYKO Tpalllambe, HO OUUTIICTHO
OHA INTO € BKIYYECHO BO JepHHHIMjaTa MMa €TUYKU IMOCIEAUIM. Bo MOMEHTOB mocTojaT
OTPOMHH BapHjallu Ha Je(UHUIIMUTE IITO CE KOPUCTAT BO peryiaropHara jJureparypa. Bo
MHOTY CIIy4aW, 0OCOOCHO BO OTCYCTaBO Ha JIETHICTaTHBa 3a OWOOAHKHTE, MPUMEPOIUTE Ce
CMeTaar Kako JIeJ 0J1 YOBEUYKOTO TEJIO OJ1 €/IHA CTPaHa, HO OJT IpyTa CTpaHa, INIHUTE TOJaTOIH
MOBP3aHU CO MPUMEPOIIUTE CE PETYIMPAHU CO MMOCEOHA JIETUCTIATHBA KOja 00UYHO CE€ OTHECYBA
Ha Oa3WTe Ha MOJATOIM M 3aKOHOT 3a 3allTuTa Ha mojaaronute. Ha mpumep Bo Dpanmuja
TEPMHHOT KOj C€ KOPUCTH BO MPABHUTE TEKCTOBHU € ,,KOJeKIuja“, mojeka HarumonamHWOT
COBETOJIaB€H OMOETHMYKH KOMHUTET HKCTO TaKa KOPUCTH ,,30MpKU™, ,,0M00MOIMOTEKH™,

,onobanku*. CBerckara 31paBcTBeHa opranuzanuja (C30) HuBo 36, HaBeyBa JeKa ,, 10 ACHEC
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HE € pPa3BHEHA peryjJaTopHa paMKa 3a FeHeTCKU 0a3u Ha MOJaToIH Koja € co riiobaneH obem,
HO € pa3BHEHA CO PErMOHAJH JIONPHHOC, JOBOJHO criecuduyHa 3a ga pane Hacoku (117).
Onpenenu qeGUHALIIN MOXKE J1a BApUPaaT Co TEKOT Ha BPEMETO, KaKO Ha IPUMEpP BUPTYyelTHATA
0aHKa Koja 0apa JOHATOPH MPEKY HHTEPHET, a PE3YJITATHTE CE UCTPakaaT MPEKy NOSAHHIIN WITH
MPEKy JeKapuTe, MpHU IITO Toa MOXKe 1a Ouje u OnoOaHKa BO KOja OMOJOMIKUTE MPUMEPOIN
OCTaHyBaaT OJAJICYCHU OJI MECTOTO Ha 3eMare Ha IMPUMEPOIH, a OHA IITO CE€ CIOAETYBa U
[EHTpaIN3Upa ce MHPOPMAIIUUTE 32 THA IIPUMEPOILIN U pelieBaHTHU KoHTaKTH (154). Hakpatko,
jacHa aeduHMIIMja 3a TUIOT Ha OMoOaHKaTa IITO Ce KOPUCTH BO KOHTEKCT Ha TeHeTcKaTa
SMUJCMUOJIOTHja WM TMOCTICHETCKU IPOSKTH € KIyYeH EJIEMEHT 3a CIPOBEIYyBambe Ha
NPaBUIHO €TUYKO yIpaByBame. JacHa M eKCIUTMIMTHA JepUHHIMja 3a OnoOaHKaTa Koja ce
pasrienyBa 3a JaJIeH MPOEKT € TPEAYCIIOB Mpe] Ja Ce 3alloyHe CO WH(pOpMHpame Ha

NannuCHTUTEC.

Kako u co npyrute oOnacTé Ha HUCTpakyBamke KOM C€ IojaByBaar (Ha Ip. Ha
WHUIMjaTHBa Ha OMOOAHKHUTE) CEKBEHIMOHHPAETO Ha IeIMOT TEeHOM TH TecTHupa
TPaJULMOHAIHUTE €TUYKU MapaJurMi Ha KIMHUYKUTE UCIUTyBama. Ha mpumep orpoMHOTO
KOJMYECTBO Ha JOOMEHM TMOJAaTOLM, HECHUTypHaTa HJHA HCTpaXyBauka ymoTpeda Ha
MOJIATOIMTE, MMIUTUKAIMUTE HA TIOJJATOIUTE 32 YJICHOBHUTE HA CEMEJCTBOTO M TEXHOJIOIIKATA
MO>KHOCT (OU€KyBamaTa) jaBHO Ja ce 00jaBat MOJAATOIUTE CE PEATHOCT IITO TH MPEIN3BUKYBa

MOCTOjaHUTE €TUYKU HOPMH 32 UCTpaxkyBame (155, 156).

[TogpadjeTo Ha HCTPAKYBAKETO HA IEIEUOT TEHOM Ha MHTEPECUTE Ha CUTE 3aCeTHATH
CTpaHHM BKJIy4yBajKd ja jaBHOCTA, YUYECHHUIIUTE, YJCHOBUTE Ha CEMEjCTBATa, 3aeIHULUTE U
UCTpaKyBaukaTa 3aeJHHIa BO LenuHa. CTpYKTypuTe Ha yIpaByBame Tpeba Ja ja ojpasar

IpUpO/IaTa M ONCETOT Ha KOHKPETHUOT MPOTOKOJI 3aUCTPAKyBakkhe Ha LEIUOT T'€HOM.
1.4.1.3 lepuHunuu NOBP3aHu €O HACHTHPHUKALN]ja
Bo nmpenopakute Ha CoBerot Ha EBpona 2006 roauna, crou:

1., IIpeno3HaTiuBy OMONOIIKKA MaTepHjaIl c€ OHUE KOW CaMU MM BO KOMOHMHAIIH]ja CO
IMMOBP3aHN MOJAaTOH, OBO3MOXKXYyBaaT I/I,HeHTI/I(i)I/IKaHI/Ija Ha 3aC€THATOTO JIMIC AUPCKTHO HJIN
npey ynorpeda Ha koji. Bo BToprOT ci1ydaj, KOpUCHUKOT Ha OMOJIOIIKK MaTepHjalid WK J1a UMa
mpHcTan A0 KOAOT (KOAMpaHU MaTepHjain) WM He, KOj € MOJ KOHTpOJa Ha TpeTa cTpaHa
(MoBp3aHM AaHOHMUMH3UPAHU MaTepHjai), KOM CaMH WM BO KOMOMHAIMja CO TMOBP3aHU

M0JIaTOLIM HE J03BOJyBaaT WACHTU(UKAIMja Ha 3aCETHATOTO JUIE.
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2. HennentuukyBaHu OMOJIOIIKA MaTepHjalii c€ HEMOBP3aHU aHOHUMHU MaTepHjally,
OJTHOCHO OHHME KOM CaMHM WJIM BO KOMOWHAIMja CO TOBp3aHHM IOJATOLM HE J03BOJIyBaatr
uneHTudukanyja Ha 3acersaroro Jymine (157). OBue kareropun ce HaBEJICHU IO Pa3IuIHU
MMUbA BO JIUTEpaTypaTa, HO THE C€ eIMHCTBEHUTE ONEPATUBHU U o(elujaiHu AePUHUIINY Ha
EBpornicko HuBO. THe ce KIyYHUTE €THYKH €JIEMEHTH Ha MpaKTHYHATa PaMKa KOja BKIy4dyBa:
uHpOpMHpaHa COTJIACHOCT, JaBame Ha pesynraTd u uHpopmaruu. Co orien Ha Toa IUTO
neduHUIMjaTa 32 OMO0AHKH € 01 KOPUCT 3a pa30dupame Ha Io0aiHaTa paMKa Ha BKIy4YE€HOCTa
Ha MalMeHTUTe, pa3dupame Ha MOUMOT UACHTU(DUKAIIM]A € O/ CYIUTHHCKO 3HAYECHE 32 CEKOe

JIIe Ja MOXKE Ja ' IMPpOUCHU HHANBUAYAJTHUTEC I[BOjHI/I nocjacauuum o] y4eCTBOTO.
1.4.1.4. UudopMupana corjiacHOCT

WNudopmupanara CriacHOCT HauWJyBa Ha MOTEHIKOTHH BO CIy4ad Ha OMOOAHKH O
rojIeMH pa3MepH, KOM YeCTO Ce HAJO0/DKHHM M Oapaar oOeMHa pa3MeHa Ha TKHBO M ITOJATOLIH.
Ce 3ema pUMepOK BO MPEIU3EH MOMEHT, MIOT0A C€ KOPUCTH BO TEKOT HA HEKOJIKY T'OJIMHU CO
3HaeHkEe U UCTPAKYBAUKHU IMpallamka KOU Ce pa3BHMBaaT BO TEKOT Ha Bpemero. OBa reHepupa
OpOojHU THUCKYCHU OCOOCHO 3a MIMPOKA COMIACHOCT M CeKyHAapHa yroTpeda. [Ipamamero 3a
CeKyHapHa yrnorpeba ce jaByBa u HeTpeba J1a ce 3aHeMapH, HaKO THE CE HEMPEIBUIUBH BO
MOMEHTOT Ha 3eMame Ha MocTpu, O] TyKa Mpou3JeryBaaT HEKOJIKY TJIaBHU €TUYKHU Mpallama
M TOa: CTEMEHOT Ha KOMIIETEHTHOCT Ha JaaeHaTa uHpopmainuja, morpeda o1 HOBa
WHIUIBHUIyaTHA UH(GOPMHpPAaHA COTJIACHOCT; KOj K€ OjuIydyBa 1O OBa mpamame. [loctojaT
pa3IMYHU CTAaBOBU U TOA BO PACIIOH OJ1 MOTMOJIHO OJI0MBaKkE¢ OCBEH HAa OHAa KOja € MPBOOUTHO

noctaBeHa 10 noduiekcuOuaHu craBou (12, 13).

Hekonky kapaktepuctuku Ha OmoOaHKMUTE co37aznoa jaebaTa 3a NMPUMEHIMBOCTA Ha

COrJ1aCHOCTA, HCj3I/IHHTe rpaniiy, MOJAJIUTCTU U YCIIOBUTC 3a OTKaXyBamkE O COIJIACHOCTA

(158-162).

On HeoraMHa ce T0jaByBa MOXKHOCTA 33 HEIITO MOIIHUPOKA COTJIACHOCT 3a JOITOPOYHU
IPOEKTH CO OINCEKHU MH(OPMAIMK MPH pErpyTUpPAE, MPaBO Ha MOBJIEKYBaWke U OJHAIpPEN
JlajieHa COTJIACHOCT 3a IMOBTOPHO KOHTAaKTHUpPamke Ha YYECHUKOT 3a Jpyru cryauu (163).
Hexonky 3emju craBaat morosiemMa OATOBOPHOCT Ha KOMHTETHTE 3@ €THKA BO HCTPAKyBAHETO
3a HEOIXOJHOCTa OJf HOBa COTJIaCHOCT 3a IMPOTOKOJIOT KOj ja o0jacHyBa IOHaTaMoOIlHa

ynotpeba. [Tomery 3emjure moctou rosiema xerepereHoct (164, 165).

1.4.1.5 IloBJiekyBam€ 01 HCTPAKYBAHETO
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OBa e HajpeneBaHTHA 00JACT HA 3arPHXKEHOCT BO JOMEHOT HA T€HETCKUTE CTYAWH H
JIOJTOPOYHOTO OMOOaHKapcTaBo. 3alITHUTaTa HA JOBEPIMBOCTA € HAJBAKHUOT acIeKT Ha
3aIlITUTATa Ha MOCAMHIM U TPYIH KOM Y4eCTByBaat Bo Onobankure. [Ipu3Haro e nqexa creneHor
Ha 3alITHTa HA MTOJATONNTE (AaHOHMMEH, aHOHUMH3HPaH, (JIBOjHO) KOJUPAH) € TECHO MOBP3aH
CO Mpamamara 3a MOBJIEKYBabE 0]l UCTPAKYBAUKHOT MPOEKT, IUCUMHUHALIM]A HA PE3yJITaTUTE
JI0 YYeCHUIIUTE (T€HEePaTHO MM MOCAMHEYHO), CIeICHe HAa YUSCHUIINTE U IPUCTAIl Ha TpeTa
CTpaHa JI0 TOJIAaTOINTE O UCTPaKyBameTo. [IpaBoTO Ha NOBJIEKyBambe Ce CIOMEHYBA BO CUTE
dopMynapu 3a COTJIaCHOCT 3a COTJIACHOCT 33 KIMHWYKH aHAIM3HM, HO KaKO TOAa MOJXKE Ja ce
UMIUIEMEHTHpAa BO IpakKca 3a MPUMEPOLUTE IITO CE pPa3MEHyBaaT, MOJATOIUTE IITO ce
nucTpuOynpaar BO CIIOKEHHM 0a3d Ha IMOJATONM W TOHEKOTaml 3a MPHUMEPOIHUTE KOU
IpeTpIyBaar TpaHchopMalija Bo KJICTOYHH JIMHUU KOM CAMHUTE MOXAT Jla Ce pa3MEHYyBaaT U
nyrmumpaar. OBa Tpeba BHUMATEIHO JIa CE PN CO MOCTaBEHU M OCTBAPJIMBY IPOLEAYPH, BO

CIIPOTUBHO MOXKC 11a 6I/II[e KOHICIIT oe3 OCTBApPJIMBOCT U 3HAYCHC.

Kora ce pasriieayBa OOBEPIHUBOCTAa CC€ jaBYBaaT HpO6JICMI/I (¢10) TaKCOHOMI/IjaTa.
BOKa6y.]'IapOT MTO C€ KOPHUCTU 34 OINUIIYBAKLEC HAa CTCIICHOT Ha 3allITUTA HA MNOAATOLUTEC €
HUCKIIYUUTCIIHO Pa3HOBUACH, CO pa3JIMYHU TCPMHUHU KOU CC KOPHUCTAT 3a ONMMINYBAbLC HA UCTU

peanHoctH u oopatHo (153).

Hcro Taka, mpUCTaIoT 0 MOJATOLUTE O]l HCTPAXKYBABETO € €AHO ToJIeMO IMpallame.
[TonuTHkaTa 3a mpHCTal JAPACTUYHO Bapupa O TMPOEKT 1O MPOEKT, AypH U BO HCTHOT
3aKOHOJIaBE€H KOHTEKCT WM eTHUYKa paMKa. [Ipenn3nara nemHUIMja KOj MOXKE J1a Ma IPUCTAIT
¥ [10J1 KOU YCJIOBH € IpeIMET Ha JebaTa, Kako BO OJJHOC HAa HETOBUTE OCHOBHM IPUHIIMIIY, TaKa
¥ BO OJIHOC Ha MPAKTUYHOTO CIIPOBEYBAkE HA YCIOBHUTE 3a MpHCTal WiK 3amrtuTta. Ha oBoj
HAuWH, MpallamkaTa 3a MPUCTAIIOT Ha CEMEJCTBOTO WIIM TPETH JIMIA YECTOIATH JIOBEIyBaat J0
OJUTyKa J1a ce CO3/a/aT Pa3IMyHHU KaTeropuu Ha MOAATOIM BO PaMKHUTE Ha UCTaTa OnoOaHKa,
IITO MAaK T'0 OTEXHYBA YIIPaByBambeTO co Ornobankara (166). lako MHOT'Y TpaBHHU CIIEIHjaTUCTH
OCTaHyBaaT NMPUBP3aHU 332 HAJIMOKTA Ha COTJIACHOCTA, Ce YMHM JIeKa Taa cliabo e MpuiiarojieHa
3a 3aITHTa Ha MpaBaTa BO CBETOT HA MAacOBHAa KOMjyTepcka 0oOpaboTKa Ha JIMYHUTE U
3JIpaBCTBEHH MOAATOLM BO JOJTH BpeMeHcku nepuoau (167). BepyBameTo aexa reHeTCKUuTe
TECTOBU FeHEepHpaaT YHUKATHH HHPOPMALIMH I'O OIpaBIyBa MOCEOHOTO BHUMAaHKE BO OJIHOC Ha

uH(pOpMHpaHaTa COrflacCHOCT U joBepiauBocTa (155).

1.4.1.6. CekyHaapuu ynorpeou Ha 100MeHUTe Pe3yJTATH
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OBa e enHa o HAjBAXHHUTE KAapaKTEPHCTUKU OKOJIYy BHUCTHHCKaTa ymnorpeba Ha
6unobankute. [TocTon HaMHATOCT MOMET'y paMKaTa U aHTAKMAHOT Ha JeUHUPAHUTE YUHUTEIIN
OKOJy BeKe JajJeHaTa OINuIIaHa ynoTpeba Ha OmoOaHKaTa M MOXKHOCTAa 3a HEj3MHATa
IOHaTaMoIllHa ynorpeba. Tve He caMo LITO ja JOBEAyBaaT BO Mpalllamke BaIMIHOCTAa U 00eMOT
Ha UHAWBUAYAJIHATA COIIACHOCT, TYKY I'M OCIIOpYBAaaT CUTC OpraHU3allui U YIIPaBYBabLCTO HA
IpaBara 3a npucran a0 npuMmepouu 1 nogarouu. Bo 2001 roguna EBporickoro 31pyKeHue 3a
XyMaHa reHeTHKa ja 00jaBU CBOjaTa Ipernopaka 3a CKJIaJupame Ha 0JaTOLU U OaHKapCTBO Ha
JIHK 3a 6MoMeMIIMHCKY UCTPaKyBamba, 3a TEXHUUKUTE, COLMJATHUTE U €TUUKHUTE Mpallarmba:
»LleIocHUTE MPUAOOUBKH 32 KON UCTIMTAHUIIUTE TH J]aBaaT CBOUTE MPUMEPOIU Ke Ce OCTBApH
INPEKYy MAKCHUMH3HPALE HA 3aCAHUYKOTO BHCOKOKBAJIMTCTHO HCTpaXyBamkb€ Ha OHOJIOIIKHU
MaTepHjaay O YOBEYKO MOTEKJIO. 3aT0a MOCTOM €TUYKU MMIIEPATUB 32 MPOMOBHUPAE HA 32

MIPUCTAIIOT U MPOMOBHUPAKETO HA IPUCTAIIOT U pa3MeHa Ha nHpopManuu' (168).

[Ipenopakara 20 ma Cosetor Ha EBpoma ox 2006 rommnHa, 3a HCTpakyBame Ha
OMOJIOIIKM MaTepujaJl O] YOBEYKO IOTEKIO, BO CBOjaTa mnpeamOylia HariacyBa JeKa
,,IIOMYJTallMOHUTEe OMOOaHKKM pa3BUEHU BP3 OCHOBA Ha JOHAIMja Ha OMOJIOIIKH MaTepHjalu
HAIPAaBEHH BO JIyXOT HA COMUAAPHOCT HE Tpeda Ja OugaT MOHOIIOM3UPAHHU O] MAJIA TPYIIH Ha
uctpaxysauu™ (157). MefyToa, opranmu3aiyjara OKOIy CIOICTYBAkBETO Y€CTO HE € MPEIU3HO

JAOKYMCHTHPAHA.

Heonamuemmnuot nqokyment ox Ob6enuneroto Kpancteo nHa CoBeToT 32 MeauiuHCKI
ucTpaxysama (169) ce 3aHnMaBale co OBUE Mpalllamka co roJieMa JaCHOCT U AETalIu U MOXKe J1a
Ooune mobpa OcHOBa 3a KpeWpame IMOJHWTHKA 3a oBaa TeMma. M3pemtajor Ha OOenIWHETOTO
KpanctBo e MHOTY pealieH: ,,MHOTY akaJleMCKH HaAYYHHIIM U3pa3yBaaT 30yHETOCT, 3a4yJCHOCT
OKOJIy 3HA4YCHETO W TMPAKTUYHUTEC WMIUIMKAUA Ha IOCEIYyBamkETO, CTApaTeJICTBOTO,
COTICTBEHOCTA, IIpaBaTa Ha 0azara Ha MOJATOIM U MHTEJIEKTyallHaTa cOncTBeHoCT. Hexon He
Ce CUTYpPHH JalM MaTepujaquTe HWMaaT JpYyr CTaTyc O] MoAaTroiuTe Bo OuobOaHKarta u
mpeyiaraaT OJrOBOPH Ha MpallamkeTo Kako Kou Tpeba na ommyuu. ETuukata auMmeHs3uja Ha
BAaKBHUTE TpaIllamka € JIeKa MOBEKEeTO KOJACKCH Ha HAjI00pUTE MPAKTUKHA BO OMOOAHKAPCTBOTO CE

KOHIICHTpHpaaT Ha KBAJTUTETOT U TEXHUYKUTE Mpalliakba, HAMECTO Ha MOJIUTHKATa Ha pa3MeHa.
1.4.1.7. JaBeH aHrammMas u 10Bep0a

HpOLICCOT Ha TpaJCkhC Ha I[OBep6a € HCHTpPAJICH 3a CUTC BUAOBH Ha IMPOCKTU Ha
6I/IO6aHKaTa, oe3 pa3irKa najiu TUC CC MOTIHUpAaT HAa CTYJAUHU HA MAWUCHTU WJIM Ha OIlTaTa

nomyianuja. Jlo6po mo3HaTUTE BOACUKM MPUHLMIIM ja BKIy4YyBaaT moTpedara o COOJBETEH
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Hay4eH ¥ €TUYKU Ha/J30p O]l MOMEHTOT Ha CO3/]aBak-eTO Ha OMOOaHKaTa, BOCIOCTABYBAaHkE HA
KOHTPOJIHA MEXaHU3MHU 32 LIEJ0TO BpeMe Ha TPACHETO Ha UCTPAKYBAUKUTE MPOCKTH (TEKOBEH
MOHHUTOPHUHT) M HE3BUCHOCT HA HAJ30pHHUTE MHCTUTYIHMH. MeryToa, €THUKHOT Haa30p Ha
MeryHapOJHHUTE TMPOSKTH KOM BKJIydyBa IIOBEKE 3€MjU IOKpeHyBa rojieM Opoj
npamama.llpuponara Ha oBaa KOHTpojla M OMpOKpaTH3alMjaTa Ha IPOLECOT OCTAHYBaaT
aKyTHU mpoOnemu. MimMa Mama JOKyMEHTalMja BO BpPCKa CO NPAIIAlEeTO KOE Telo Ke TH
HaJIreyBa MPOEKTHTE KOU ondakaat Bo moBeke 3eMju. Ha pakoBogauTe Tenma UM € notpedHa
HE3aBHCHOCT M PEAIHU OBJIACTYBama Kako OM ce 00e30e11I0 eTHYKHUTE, IPAaBHUTE U HAYYHU

HOPMHU J1a C€ TIOYUTYBaaT U YHU()OPMHO Ja ce yrnoTpeOyBaar.
1. 4.1.8. lucemuHanmja Ha pe3yJaTaTH, PU3MLIHA U CTUTMATH3ALMja

Pesynrature o cTynujara Moke Jja ce pa3iMKyBaaT Ha pa3idndHU HUBOA. Ha mpumep,
KOra CTyJaujaTa MMa 3a Il Ja ja MPOBEepH BaIMIHOCTa Ha OMOMAapKepoT, ce MOCTaByBa
Mpalame KOj € PEIEBEHTHUOT PEe3yIITaT 3a UCTPaKyBadoT. Toa Moxe fa Ougat CTaTUCTUYKUTE
KapaKTePUCTUKH Ha TECTOT: UyBCTBUTEIHOCT, CHECH(PUYHOCT, MO3UTHUBHU WIU HETATHBHU
NpeBUIYyBauKH BpEIHOCTH. Pe3ynTaruTe ke ce mpeHecar Wik HeMa Jia ce peHecar, Tpeda aa
Ce pazjacHar M MOpa Ja Cce HalpaBu EKCIUIMIIUTHO 32 KaKOB pPe3yiTaTr cTanyBa 300p. Bogeukn
MIPUHIIMII 32 TUCEMUHAIIM]a Ha PE3YyJTaTUTE € €IeH 0/ ceorndaTHUTE HH(OPMALIUU TIPE]] CeKOe
YY4eCTBO BO HPOEKTOT. Moke Ja MMa TojieMH pa3iIuKd ToMely CTyAuuTe Oa3upaHM Ha
NAUEHTH U CTYAUUTE CIIPOBE/ICHU HAa HUBO Ha MOITyJallijaTa, HoMery 00JIMKOT Ha KITIMHUYKOTO
UCIIUTYBAalkhE U T€HETCKUTE CTYIHUU Ha CJIOXKEHH OOJIECTH KOM MOXKaT Ja TpaaT CcO I'OJUHHU.
EnHocraBHO moparonuTe MokaT Aa OUAaT O/ CTaTUCTUYKH MHTepec 0€3 HUKAKBH KOPUCHU
MOEMHEYHH eJIEMEHTH, WM OU Mojkese 1a OuaaT o KJIMHUYKU HHTepEeC CO MOXKHA MoTpeda 3a
TEeHETCKO COBETYBalk€ M BHUMAaTelHAa HHTeprpeTanuja. VHIUBUIYaTHUTE pE3yJITaTH O]l
UCTPaXXyBameTO 100MEHU 0/1 OAHKUTE Ha MOJATOLH 32 HACEJICHUETO YECTO HE CE OJ1 KIMHUYKHU
MHTEpEC U MOXKaT Jia JIoBeAaT /0 MOrpeliHa MHTeplpeTanuja 3apaau (GakToT IITO THE ce
3aCHOBAAaT Ha HeleNoCcHU HH(popMaIK (4ecTo 6M0OaHKUTE HE ce MPUIPYKEHH CO MPHCTAI JI0
KOMIUIETHAaTa MEJMIIMHCKA €BHUJICHIIM]a HA yJIECHUKOT). Bo peTku ciydyan xora BamuaupaHu
MOEMHEYHH pe3yJTaTH Cce€ JaBaaT Ha YYECHHUIIUTE, MOXe Ja Ouae MOoTpeOHO TEeHETCKO
COBETYBamE, KOE HE € NMPEABUACHO KOE HE € NMPEABUACHO BO KOHTEKCTOT Ha UCTPAKYBABETO.
NuauBuayalHUOT TPEHJ Ha KJIacH4yHaTa €THMKa € JOBEJEH BO Ipalllalkeé BO KOHTEKCT Ha

6uobankata (170).
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HOpaI[I/I CCH3UTUBHOCTA HAa OAPCACHU I'CHCTCKU IMOJATOUN, TAKBUTEC IOAATOLM MOKAT
Ja TIOBJEYAT PH3UIM OJ IUCKpUMHHALIMja WM CTUTMaTH3alldja BO TMOIYyJalyjara WiId
3aenuuiara. OBUe PU3MIM MOpa Jia ce MPErno3Haat, a ce MpPeB3eMaT aKTHMBHOCTH 3a Ja ce
o0erHaT WiH Jia c¢ MUHUMHHU3UpA HUBHOTO T0jaByBambe. THPOPMUpPAmHEeTO HAa YUCCHUIUTE
3a pU3MTE O] CTUTMaTH3alja BO KOMOWHaIuja co ,,Jae3uHdopMmanuu’ 3a mpupojara Ha
OMOOAaHKHUTE MOXKE Jla MMa HEraTUBHO BIIMjaHHWE HA PErPYTHPAIHETO, Ma Jypu Jla BOBEC

npenpacyim.
1.4.1.9 Komepuujanusaumja u cnojaejyBame Ha NPUI00MBKUTE

WMako ONMmTHOT MPHUHIIHMI JieKa ,,0MOJIOIIKUTE MaTepHjajid Kako TakBU HE Tpeda Ja
noBemyBaat 10 puHaHCHCKH MpuaoouBKy “ (pernopaka Ha Coetot Ha EBpoma, 2006 roanHa)
NPU3HABAKETO HA KOMEPIMjaTHUTE acleKTh Ha Omobankute e mpemo3Har (157,164,171).
JlebaTara 3a mpaBaTa Ha CONICTBEHOCT Ha OMOJIONIKUOT MaTepjal JICHEC € MHOTY aKTUBHA. Taka,
MAKO TeHEepAJIHO TMALMEHTHTE MOXAT Jla OJ0MjaT WM Jla CEe corjlacaT 3a JIOHHpame Ha
PUMEPOIIH OJ1 TKMBO 32 UCTPAXKyBamkhE, TAKBUTE TpaBa Ce 3aKOHCKU MPWIMNYHO OTPAHUYCHH.
Ako mabJI0HOT (ITpaBO Ha CONCTBEHOCT) C€ MPOIIMPU HAa TKUBATa, TOTAIl MpoaakOara Ha
OpraHd MOXE Ja CTaHe Ipamlamke Ha IMPaBO, TKHBOTO MOXE Ja CTaHE COICTBEHOCT Ha
HACJICTHUKOT, MOXE JIa Ce CMETa JIeKa Ce MM LIEJIOCHO HaJBOP 0J1 KOMEpIIMjaHaTa cepa Kako
JISIOBH OJ1 TEJIOTO MM JeKa He ce ako ce omndareHn co umoTHuTe mnpasa (172,173).
CnonenyBameTo Ha TpUAOOMBKH Tpeba na Ouje w3banaHCHUpaHO CO ,,JaBHO 31paBje

3/IpaBjeTO Ha HACEJIEHUETO IIITO TO COunHyBaat 6uodankure (174).

AKTHBHOCTUTE Ha OMOOAHKWTE MOKpEHyBaaT HE OJTrOBOPEHU E€THUYKM IIpallama 3a
cobupame, CKIIaINpame U CIIOAEIYBamke Ha KJIETKH, TKHBA, TEJIECHU TEUHOCTH U OMO-TI0AATOLH
nemorpack W JIpyru BUIOBM HHGpopmauuu. Ce mojaByBaaT MHOTY NpPaBHU U €TUYKH
KOHTpaBep3U M Mpalllama, KoM MOXkeOu Ke ce 0JroBOpOT MHOTY IOJIECHO aKO UM C€ JI03BOJIU
Ha YYECHHUIUTE Jla C€ M3jacHAT Ha MOYETOKOT Ha CTyaujaTa, 0e3 pasiuka Janu Toa ro 6apa

3aKOHOT HUJIHN HE.

1.5. I'enercko coBeryBame

WudopmannuTe 3a HaCIEIHUOT PU3UK 01 OOJIECT Kaj MAllMEeHTOT UMaaT BaKHU €THUKH
U TMpaBHM MMIUIMKAIlMM BO KJIMHHUYKaTa Mpakca. Bo mpenreHomckara epa, AujarHoszata U
TPETMAHOT Ha TEHETCKOTE HapyllyBama Oellle eKCKIy3uBHA JODKHOCT CaMO Ha KIMHUYKHUTE

TeHeTUYapH, TeIUjaTpH, HEBPOJIO3HU, OHKOJIO3U U HEKOJIKY APYTH CIeHjaTHOCTH. Bo epara Ha
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nepcoHaNM3MpaHa MeAUIHA, GoKycoT ce mpedpiia o] pETKUTE MOHOTCHU HapyIIyBamba KOH
BOOOMYACHUTE XPOHMYHH OOJIECTH, a OATOBOPHOCTA Ha JICKYBaWmETO Ha MAIIMEHTUTE CO
XHIIEpTeH3H]ja, AujabeTec M CIMYHHM HapyllyBama, UM IpHUIMIara Ha JICKapuTe O]l NpuMapHa
3[paBCTBEHA 3aIITUTa M Ha JIEKAPUTE CO PAa3IUuYHM crenujamHocTH. O Tyka HpoM3JeryBa
IPBOTO Ipallamke Jald OBUE JIEKapyu MMaaT COOJBETHA 00yKa 3a Ja ru 00e30e1aT OCHOBHHUTE
YCIYTH Ha MEPCOHAIM3HMpAaHATa MEIUIIMHA, KaKO IITO C€ TOJIKYBAETO Ha PE3YITATUTE Ol
CEKBEHIIMOHUPAHETO Ha IENHOT T'eHOM, (OPMYJIHpAmeTO CTPATeTMH 3a NpEeBeHIHWja Ha
YJICHOBHUTE O] MOOJMCKOTO U MOJAJIE€YHOTO CEMEJCTBO; TPETMAaH BP3 OCHOBA HAa T€HETCKUTE
uHpOpMaLlMM M MpHUMEHaTa Ha (HapMaKOJIOIMIKUTE MPUHIMIK M MPOU3BOAU IPU HHUBHOTO
npenumyBame. [1okpaj HemocTaTok Ha 00yka o cTpaHa Ha yiekapute (175) npyr npobiem e
HEJIOCTaTOKOT Ha BpeMe, OuIejKu Mpe/] TeHETCKOTO TECTHPamhe MOTPEOHO € T.H. MPEI-TeHETCKO
COBETYBame€ 3a Jia Ce YTBPAM JAIU MAlUEHTOT T'M pa3dupa MUMIUTHMKALUHUTE Of TECTOT BpP3
HErosara 3JpaBCTBCHA 3alITUTA, KAKO U MOKHUTC COIII/Ij AJITHA UMIIJIMKalUuU O PE3YJITATHUTC O
tecToT. [lo moOMBameTo Ha pE3ydTaTUTE OJf TECTOT, JICKApOT MOpa Ja TH IPOTOJIKYBa
UH(pOpMAIMUTE O]l TEHETCKUOT TecT. Pa3nuyHara 3paBCTBEHA MUCMEHOT MeEry MaIlMeHTHTE

3Ha4M ACKa Ha HCKOH ITallUCHTHU Ke UM Tpe6a MHOTY ITIOBEKE BpEMC 3a 06jaCHy'BaHi>e.

O6acTa Ha FEHETCKOTO COBETYBA€ 3alI0YHYBA YIITE BO PAHUTE CELyMIECETU FOJIUHU.
Bo uctruoT nepros reHOMCKOTO TECTUPAEKE CTaHa MOKOMIUIEKCHO M IIUPOKO PACTIPOCTPAHATO.
On camuTe MOYETOLM TEHETCKUTE COBETHHIIM MM MIOMaraaT Ha MalMeHTHTe U Ha CeMejcTBaTa
Jla ce MpUIaroJaT Ha pa3jIMuyHU OKOJIHOCTH M Ja MOJKaT Jia JJOHecaT OJJyKH KOU Ke Ouaat BO
HUBHA I10J13a, @ CO TIOMOIII Ha TOa IITO TO pa3z0dpalie u co momoi Ha HuBHUTE eMoIuu (49). Toa
nojapa3zdupa Jeka MpU IETOCHOTO WM MapIyjaiHO Hepa3Oupame MalUeHTOT Tpeba of
COBETHHKOT J1a modapa JIOTOJTHEHH]a WK 00jacHyBama Ha monpudaTinB HaYuH. | eHeTCKuTe
COBETHHUIIN pa60TaT Kako ACJI 04 MYJITUAUCHUIINIMHAPHUOT TUM 34 3APaBCTBCHA 3allITUTa LITO
00e30eyBa ekcnepTr3a U BO HayKaTa 3a FeHeTHKaTa KaKO U OJECHYBambe Ha HEU30€KHUTE
Mer'yreHeparcky ( 1 4eCTO eMOTHBHU) Pa3roOBOPH O]l IICUXOJIOMIKOTO BIMjaHHE HA HayKaTa.
,»] GHeTCKH COBETHUK'* € MEe'YHapOIHO MpU3HATa MPOQPECHOHATHA TUTYJIA CO MTPAKTUYAPU KOU
MMaat CIeIrjaJTuCTHIKO 00pa3oBaHue, OIICHETH KOMIIETCHIINH BO TCHETHKATa/ TCHOMHUKATA BO

KOMOWHaIIMja CO BEIITHUHU 3a coBeTyBame (176,177).

I'eHeTCKUTE COBETHHIIN MOpa Ja ru ycorjacarT €TUYKUTC NPUHIOHUIIN CO PA3JIMYHUTC

BPCAHOCTHU HAa HUBHUTEC MALIUCHTH.
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Hcropucku rienaHo, npodecujata TEHETCKO COBETYBamE C€ MOTHHpAlle Ha
,,HEIMPEKTUBHOCT™ 32 J1a ja BOJM MpakThKaTa. HeaupekTuBHOCTA € neuHUpaHa Ha Pa3InIHU

Ha4YWHU:

1. Kako coBeryBauka MeTO/Ja AHW3ajHUpaHa Ja Oujae BpenHOCHO HeyTpanHa; 2. Kako
CrpedyBame Ha MPUHYIa WK yOeayBambe BO TEHETCKOTO COBETYBambE; 3. KaKko 3ajox0a aa He
Ce HAMETHYBaaT COIICTBCHUTE BPSTHOCTH Ha MALIMEHTUTE; 4. KAKO COBETOJIaBHA CTpATErHja Koja

MOAP)KyBa aBTOHOMHO ojTy4dyBame (178-181).

[IpBOOUTHOTO €TUYKO pa3MUCITYBalk€ 3a HEIUPEKTHBHO IMPAKTHKYyBame Oelle Ja ce
MOYNTYBa UHIMBUyaTHaTa aBTOHOMHU]a Ha MAIlMEHTOT, IITO BO TOJIeMa Mepa ce TOJIKYBa Kako

HE MelIamke BO JIOHECYBAKETO Ha OJUTYKH Ha manueHToT (182).

Kako 1mito obnacta Ha reHeTUKaTa U TEHOMHjaTa ce pa3BHBaa BO TEKOT Ha M3MHHATATa
JICIICHU]a, KOHIIENTOT Ha HEIMPEKTUBHOCTA CE€ Haj 1€ 1O/1 3roJieMeH NpUuTHCOK. OBa € 3aToa IITo
CJIO’KEHOCTa ¥ OpPOjOT HA ETUYKUTE Pa3MHUCIyBamba PEJICBAHTHHU 33 TEHETCKOTO COBETYBAE CE
3roJieMHja M 3aToa INTO HEIUPEKTHBHOCTA Oelie KOHTPANpOJyKTHBHA BO HAIMOPUTE Ja CE

BOCIIOCTaBaT TePANEBTCKU OJHOCH co nanuenture (183).

Enna ox mocnenuuuTe ol HICTOPUCKUOT aKIEHT Ha mpodecujata Ha HEAUPEKTHBHOCT
Oemre onpeieHa KoH(]y3Hja BO BpcKa CO 1eITa Ha TEHETCKUTE COBETHHITH J1a a1aT HOPMAaTUBHHU
TBp/CHA WM MPEMOPAKU KaKo JIeN OJ] HUBHATa npakTuka. OBaa KoH(Y3Hja OIICTOjyBa U MOKPaj
JIOKa3UTe JeKa T'eHETCKUTEe COBETHUIM JaBaaT ce€ MPOAKTUBHHU IPENOpakd 3aCHOBAHU Ha
JIOKa3l BO HEKOW KJIMHWYKH OKOJHOCTH. J[eHEIIHWTEe TeHETCKH COBETHHUIM HCTO Taka ce
BKJIYYEHU BO pa3BUBAaWm-ETO HACOKHM U H3jaBH 3a craBoBuTe (184). Bo cBernmHata Ha oBaa
paboTa, ce YNHM HEUCKPEHO J1a ce TBP/M JIeKa FeHETCKOTO COBETYBAbE CEYIITE € 3aCHBOHAHO
Ha rojJeMO MOYUTYBamke Ha M300pOT Ha ManueHToT. Mako ce mojaByBaaT HOBM MOJIENH Ha
NPaKTUTHKA BO T€HETCKOTO COBETYBam€, MOBEKETO OJ HUB IMPOJOJDKYBAaT Jia HariacyBaar
HEKOja Bep3Wja Ha aBTOHOMHja Ha TAIHWEHTOT KaKO OCHOBEH NPWHIMII INTO ja BOIU
npodecujara. Ho, cnopen aureparypaTa reHETCKUTE COBETHUIIM KO ce 001102 J1a ce ojlaneyar
0]l HEIMPEKTUBHOCTa, Tpebda naa mpudarar eKCIUIMIUTHA MPEeJHOCT Ha Haudejara Ha
JOOpPOIETENICTBO M HE3JIOOHOCT CO MOMIMPOKO pa3dupame HA WHAUBUAYyaTHATA aBTOHOMH]jA U

peNanyrcKuTe Baprjadiau KoM BIMjaaT Ha MPOIECOT Ha COBETYBAbE.

['eHeTckOTO CcOBeTyBame € penaTuBHO Miana npodecuja. Ox 1990-tute, HEKOIKY
HEJ3MHU BOJMYHY [TOBHMKAa Ha HaIyIlITalk€ HAa HEAUPEKTUBHOCTA KAaKo BoAeuky KoHUenT (185).

ApFYMeHTHTe MMPOTHUB HEAUPEKTUBHOCT BKIIYUYBaaT JICKa Taa 0 OpraHu4yBa aHIaKMaHOT Ha
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COBETHHUKOT CO IIPUMATEIUTE Ha COBETYBAKETO ; OHEBO3MOXYBa COBETHHUIIMTE Jja pa3roBapaar
3a MEIUIIMHCKUTE Ipenopaku 0a3upanu Ha qokasu (186) ; HE e MpaKTUYHO JOCTHXKHA H ja
oJlpa3dyBa 3amajgHaTa KyJTypHa MNpUCTpacHOCT Ha mpodecujata. Ho, mokpaj kputukure 3a
HEJAUPEKTUBHOCT, NOCTOjaT yOeAJIMBU MPUYMHH 32 TEHETCKUTE COBETHMIIM Ja MPOMOBHPAAT
MOYHUT BKIYYUTEIHO U YpaMHOTE)KaHa KOMyHHKAIMja HACOYeHA KOH KIMEeHTOT. OBaa MovuT e
0c00€HO KITy4Ha KOTa COBETHUIIUTE MPE3EHTHpAAT HHPOPMALINY 32 JOKHBEAHUTE UCKYCTBA Ha
JyreTo CO pa3InyHU TeHETCKH cocTojou. Bo Omoerukara, mpu3HaBameTO HA MPABOTO Ha
MOCAMHEIIOT J1a ja nerHMpa COCcTBEHATa KOHIICTIIIHja 3a Toa ITOo € 100po (3a cede) € oAroBop
Ha JI0JITa UCTOpHja Ha MeIUIMHCKUOT marepHanmm3aMm (180). KOHKpeTHO BO T'€HETCKOTO
COBETYBame€, BpEIHYBAmbETO HA aBTOHOMHjaTa Ha IAIMEHTOT U3pa3yBa IOYHT KOH
€MOIIMOHAIHO CIIO’KE€HATa U HUjaHCHpaHa MPUPOJa Ha OJUIYKUTE 32 PEHPOAYKIIHja, KUBECHE
CO TEHETCKa cocToj0a M BOCHHUTYBame jena co mocebnu nmorpedbu. On BOBeAyBameTO Ha
HEMHBA3MBHH [TPEHATAIHN TECTHPakha, JOKA3UTE Cyreprpaar JeKa aBTOHOMHUjaTa Ha )KEHUTE €
HapyIleHa CO PyTHHHU3Hpame Ha MPOIEHKATa Ha MPEHATATHUOT PU3UK; TPEH IITO IO MPaBU
MOBAXXHO OJ1 KOra OUII0 COBETHUIIUTE aKTHUBHO Jla UM I[OMaraaT Ha UIAHWUTE POJIUTENH JIa Ce
BKIIy4aT BO Pa3MHUCIYBameTO 3a JOHECYBame OJJIyKa 3a pafameTo Ha Jela, IITO € BO

COTJIACHOCT CO HUBHHTE COICTEBHH BpenHOCTH (187).

Hen II og ETnuknoT konekc Ha HanMoHAIHOTO 3apy’KEHUE HA T€HETCKU COBETHULIU
(National Society of genetic counsalting- NGSC), koj ce oiHeCyBa Ha OJJHOCUTE Ha TEHETCKHUTE
COBETHMIIM M KJIMEHTHUTE, MPOIHUIITYBA JeKa FeHETCKUTE COBETHULIM Tpebda J1a UM ,,0BO3MOXKaT
Ha CBOUTE KJIMEHTH Ja JIOHCEyBaaT OJUIyKH, Oe3 mpucwida, Npeky o0e30eayBame WU
pacBeTNyBamk€ Ha TO3HATHTE (aKTH W pa3jacHyBame Ha AITCPHATUBHUTE M OYEKYBaHU
NOCETUIM, TPUTOA MOYUTUBAJKU T'M HUBHUTE W YyBCTBAaTa HAa CEMEJCTBOTO, CEKCyallHaTa
OpUEHTalja, peyuruja, MmoyoB WACHTUTET U KyaTypHu Tpaauuuu (188). Bo murteparypara
MOCTOjaT HecoryacyBama co oBue ymarctBa Ha NGSC, HO ce BepyBa JieKa JOMOJTHUTEIHO
IpeLU3Upake Ha OBHME BPEIHOCTH BO PA3IMYHM KOHTEKCTH MOXKeE Jla OuJe KOPHUCHO 3a

npodecujara (189).

Cnopen Clarke 2017, HeonmxomHO € @ c€ MPEHCHHUTa paMHOTEXaTa Ha €THYKUTE
BpPEIHOCTH KOM ja BOJAT NpAKTHUKaTa Ha TEHETCKOTO COBETyBame OHIEJKH COBPEMEHHTE
TeHETCKU COBETHULM paboTaTr BO YCIOBU KOM JIPACTHYHO CE€ PAa3IMKyBaaT O]l KOU MOTEKHYBa
npodecujata (186). Bo MuHaTOTO, MOBEKETO OJf COBETHUIUTE CE€ 3aHHMaBaje CoO
JIMjarHOCTHUIIMPak-e Ha PETKH 3[pPaBCTBEHU COCTOjOu. JleHec, oJf MHOTY COBETHUIM ce Oapa /1a

T MpoLCHAT 3APABCTBCHUTC pPUSHMINA W Jda IO OJICCHAT OIAJNYy4dyBamkbCTO BO pPa3jIMYHU
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MEIUIUHCKH CYTICIIINjTHOCTH, BKITyYUTEITHO U OHUE KaJle MEJUIIMHCKUOT MEHAIMEHT BOJICH
O]l TCHOM MOXE€ Ja BiIMjaé Ha MOPOMIUTETOT M MOPTAIUTETOT Ha Oonecra. I'eHETCKOTO
TECTUpamke U MPOIEHKAaTa Ha CeMejHaTa UCTOpHja cera ce KOPUCTAT Jja ce WIACHTU(UKYBaaT
NAlMEHTUTEe Ha KOM UM € NOTpeOeH MOYeCT CKPUHMHI 3a paK WIM MalUeHTH KOM UMaar
HECaKaHU PEaKIMM Ha HEKOU JIEKOBU. Jlypu M Kora reHeTukaTa J0nupa 10 €MOLMOHAIHHU U
eTHUYKHM Ipalamba 3a KOU JIy[eTOo uMaaT pa3jJuyHU MOpPaJHU TIJIEJAUILNTA, PEIEBAHTHOTO
TECTHpame CTaHa NOKOMIUIMIUPAHO 32 TOJKYBAaHE U CE CO3/1aBa O] IOBEKE U3BOPU O] Kora
6usio nocera. OBaa CJI0KEHOCT 'O 3r0JIEMyBa PU3UKOT JIeKa FTeHETCKUTE HHPOpPMaLUuU ke oujar
MOTPEIIHO MPOTOJIKYBAaHU MIIM HECOOABETHO KOpUCTeHHU co mTeTHH edekru (190). Hacnporu
1103a/IMHATa Ha OBHUE CIIydyBama, EKCIEPTU3aTa HA TEHETCKOTO COBETHUIM € IIOBAaXKHA OJ1 KOra

ouo.

['maBHa mnpemuca € JeKa TIE€HETCKO COBETYBamb€ ja HarjlacyBa HWHIWBUAyaJIHATA
ABTOHOMH]ja HA CMETKa Ha JNePUHUPAKE Ha IMOCKCIUMIIMTHU YJOTH Ha JOOPOTBOPHOCT M
HE3JI00HOCT, HaKO OBUE BPEITHOCTH CE€ IMOBUKYBAaT BO JIeOATUTE HA TCHETCKO COBETYBAHE CO
nerennn (178). loGpoTBOpHOCTA, HAUYETOTO Ha 0JarococToja, moapa3doupa JAeKa reHeTCKUTe
COBETHHUIIM Tpeba Ja KopucTaT Mpo(eCHOHAIHO PacylyBame U JIOKa3d JAId TE€HETCKOTO
TECTHpame MOXe Ja Ouje O] KOPUCT 3a MAlMeHTOT 0e3 OrJie]] Ha HETOBUTE CTAaBOBH 3a TOA.
HeznoOHocT, MpUHIMI HAa MUHUMUHU3HMpAKE HA INTETUTE, UMILIAIMpA JIeKa TEeHETCKUTE
COBETHMIIM KOPHUCTAT €KIMEepTH3a U JIOKa3M 3a J1a CIpeyaT MITETHO KOPUCTEHE HA T€HETCKO

TECTUpPabE U HTHPOPMAIIMHU TaMy KaJle IITO € MOXKHO.

IToumot aBTOHOMI/Ija 63.]33. O TCHCTCKHUTC COBCTHUIIM J1a TI'M KOPHUCTAT HUBHUTC
YHUKAaTHU BCIITUHU 34 Ja UM IIOMOTHAT Ha IMMAallUCHTUTC J1a T BKIYYAT TI'CHCTCKUTC

nH(pOpMalMy BO BUCTUHCKO HH(GOPMHUPAHO, CAMOYBEPEHO U TOOPOBOIHO OJTYHUYyBAME.

[TpennoxkeHn ce MeCT pa3MHUCIyBakba KOM MOXKAT Ja My IOMOTHAaT HAa I€HETCKUOT
COBETHHUK Jla OJIpeId Jajdy U 30IITO € €THYKU MpHU(ATIMBO Ja ce JaBaaT MpPErnopaku Ha
MAIMEHTOT WK Ha CEMEJCTBOTO: 1. 111 Ha COBETYBAWkETO; 2. KIIMHUYKA BaKHOCT Ha T€HETCKUTE
uH(popManuy; 3. ”HPOPMATUBHO ONTEPETYBabE OJ] U30OPOT HA TECTOT U O] pe3ynTarute; 4.
pa3MuCIIyBamba 3aCHOBaHU Ha OAHOCUTE Mel'y COBETHUKOT M MALIUEHTOT; 5. pa3MUCITYBamba BO

OIHOC Ha yJjiorata Ha récHETCKUOT COBCTHUK 6. CCMCjHI/I pasMuciyBama.

I'enerckoto COBCTYBAKC BKIIYTYBa CJICACHC Ha MAIUCHTUTC 34 Jia CC IIOTBPAH ACKA THC
MOXKCJIC Ja I'" pa366paT pe3yiaTaTuTe O TCCTOT U HUBHOTO BJ'II/IjaHI/IC Bp3 HUBHUTC KUBOTHU.

Cenak reHeTCKUTE COBETHHUIM U T€HETHYapH HE MOXKAT CEKOTalll J1a MPeIBUIaT Win pazdepar
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KaKO CEMEJHHUTE U COLMjaTHUTE (DaKTOpH Ke BIMjaaT Ha HAYMHOT Ha KOj MAIIMEHTOT Ke pearupa

¥ KOpUCTHU TeHeTcku nHpopmanuu (191).

['eHeTckuTE COBETHHMIIM KOM pabOTaT BO UCTPaKyBambe MOXE MCTO Taka Jia Impe3emar
JIOJDKHOCTH 32 Iprka 3a nmanueHTure. OBa € 0coOOEHO pesieBaHTHO KOTa IJe1aaT YYECHUIU BO
UCTPaXKyBambETO M CEMEjCTBATA CO PETKH OOJECTH KOM HEMaaT MPHUCTAIl A0 Hera HaJIBOp Ol
crynujata. Cenak, MHOTY UCTPa)XyBayKU CTYJIMU UMaaT OTPaAaHUYEHU PECYypCH 3a KIMHUYKH J1a
TY IOTBPJIAT PE3yATATUTE OJf UCTPAKYBAHETO, 1a UM T'M BpaTaTr pe3yJATaTUTe Ha MMallUeHTUTE U
na 06e30emat oAroBopHO cienemne. Kora ce coBeTyBa y4eCHUK BO HCTPaXKyBambEeTO, IPUMapHa
OJITOBOPHOCT Ha T€HETCKUOT COBETHHUK € Ja ja MpEeHece LeTa Ha MUCTpaKyBaukaTta CTy/Hja,
IrpaHULUTE Ha MHQOPMALMHUTE M YCIyTUTe KOU CTyAHMjaTa MOXe Ja I'm obe3demu. AKO
MEAMIMHCKUTE YCIYTH O Ouiie mojo0po Onciay>KeHU Ha JPYro MeCTO, TEeHETCKUOT COBETHUK
3aCHOBAHO Ha HMCTPAXKYBameTO, Tpeba Toa jacHO Ja To 00pas3ioXu M Ja IMpernopava APYrH

HAYMHH 32 J]a MAIUCHTOT ja Jo00ue HeomxoaHata Hera (189).

I'eneTckoTo COBCTYBALC U eﬂyKauyjaTa Ha MAaOUCHTUTC HMaaT KJIy4dHa YyJjiora BO
HCKOPHUCTYBACTO HA MOKTa Ha CCKBCHIITMOHUPAKLETO HA HCIIMOT I'CHOM BO 3IpaBCTBOTO. Bo €pa
Kora reHETCKHTC Ioaaronu ceE cé noaocCTarii, OJ CYIITHMHCKO 3HA4YCHE € Ja CC BOAar

NOoCAMHIUTE U CeMejCTBaTa 3a Ja CC CHaj,I[aT BO CJIOKCHOCTAa Ha HUBHUTC 'CHOMCKH IMOAATOLIH.

W nnuHata Ha TEHETCKOTO COBETYBAkE M TEHOMCKaTa MEIUIIMHA HajBEPOBATHO Ke Ouie

MCIIaBUHA O HAZICK, HCCUTYPHOCT, ITIPOMCHA, OO0JIHH HCYCIICCHU U T'OJICMU NOCTHUTHYBAmA.

1. 6. Ci100012 HA HCTPaKyBam€

[TountyBameTo Ha MHAUBUAYATHUOT U300p 3a J0OMBaWkE HA pPe3ysITaTH, HA OCHOBA Ha
MIMPOKH (PaMUIIMjapHU U APYLITBEHN UMIUTUKAILIMH Ha CEKBEHIIMOHUPAKETO HA LIEIMOT TEHOM,
€ HICKOHCKO, HO Mopa J1a Oujie yOnakeHo U u30alaHCUpaHo CO MOTPEOUTe 3a eTUIKO, epruKacHO
U €EKOHOMCKO UCTpaXKyBam€ CO MPUMapHa 11eJ 3a 3paBCcTBeHa 3amTuTa. OBaa HECOMHEHA LIET
ro WIyCTpupa ,IpaBOTO Ha CEKOj Jla y4YeCTBYBa BO HAYYHHOT HAIPEJeK U HETOBHUTE
npuaoOMBKHU (WwieH 27., YHUBep3aiHa AeKapalija 3a 4OBeKoBH mpasa, 1 948). [lonutukara 3a
JTaBamb-€ Ha PE3YJITaTUTE OJ1 HCTPaXKyBamkETO Tpeda Ja MOCTy>KU KaKo MOJIPIIKA 332 OCTBAPYBakE
Ha OBa MPaBo. 3a J1a ce MPOI0JIKH YEKOPOT, MOpa J1a Ce pa3BUjaT XapMOHU3UPAHU, CHCTEMATCKU
OpUCTanM KOM Ke ro 3a0p3aaT NpEeHEeCyBameTO HAa HAyYHHUTE JIEKIMH, K€ THU pazjacHar
OpUCTanuTe, K€ TM MoJ00paT MHAMBUAYAIHUTE pe3ynTatd U ke obezdenaT epUKacHOCT U

OAPXKIUBOCT HA CUCTEMUTE 3a 3paBCTBCHA 3allITUTA.
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[IpodecuonanuuTe ynarctBa W HajAoOpW MPAKTUKH 32 MOBPAaTHH HH(OpManu Ha
YYECHUIIUTE BO UCTPAXKYBAKETO BO rojIeMa Mepa HejocTracyBaar Bo EBpona, O HCKUydOK Ha

HEKoJIKY 3eMju kako O6emuneroTo Kpanctso u Hopsemika (192).

Onamy Kazie ocTojar ynarcTBa, TUE YEeCTO CE OIITH U HE HyAaT HACOKU BO OJHOC Ha
cnecu(UYHUTE TEHETCKH BapHjaHTH 3a KOM Tpeba Ja ce JajgaT MoBpaTHH MHGOpMAaluu 3a
pesynraTtute 10 ydecHHIuTe. Bo 0TCYCTBO Ha jacaHM ynarcTBa, IPUCTAIIOT HA YUYECHUIIUTE BO
UCTPaXXyBambETO 10 HUBHUTE TEHETCKH PE3YJITATH MOJXKE JIa C€ PeIy 011 Clydaj A0 ciay4daj. OBa
MOYXE /1a JOBEJE J0 HepaMHOMEpPEH TPEeTMaH, Ha MPHMEP aKOo HEKOM MPOEKTH TW JaBaar
pe3yaTaTuTe Ha YUYECHHMLUTE, a APYTrd CIMYHH HPOCKTH HE TH J1aBaaT pPE3yiTaTUTE Ha
YUECHUIIMTE WIM pellaBaar Jia MPUMEHAT pa3InyHu KpUTEepuyMu 3a Toa. OBa Moxe na Oume
0CO0CHO 3HAaYajHO Mpallamke BO MYJITUICHTPUYHNTE EBPOBCKH CTyAMU Ka/ie TOSANHIIUTE KOU
YUYECTBYBaaT BO UCTO HCTPAKyBambe, HO )KUBEAT BO PA3JIMYHU 3€MjU MOXKE Ja UMaaT pa3indcH

MIPUCTAI JI0 HUBHUTE PE3yJITaTH.

Crpyumanute u HayuHunure uieHoBd Ha EBpomnckara COST akumja CHIP ME IS
1303( Citizen" Health through public — private Initiatives: Public Health, Market ant Ethical
perspectives) uIeHTH(HKyBaa TPEAW3BHIM BO BpPCKa CO IOBpAaTHUTE HWHPOpPMALUHU 3a
UH/IUBUYaJIHUTE pe3yJTaTH OJf UCTpaxkyBamara Bo EBpoma, kou crafaar BO TpU IIUPOKU
KaTeropuu NpaBHH, (PMHAHCUCKU U OpraHU3allMCKU/OMIITECTBEHH, CyMHpaHU BO Talena 3.
(143). ( mpezemena ox Budin-Ljesne et al.Feedback of Individual Genetic Results to Research
Participants: Is It Feasible in Europe? Biopreserv Biobank. 2016 Jun;14(3):241-8. doi:
10.1089/b10.2015.0115.)

Ta6esa 3. Ilpeau3Buum 3a noBpaTHUTEe HH(POPMANUM O] WHIAMBHAYAJTHHUTE FeHETCKHU

pe3yJITaTH 3a y4eCHUIIUTE BO HCTpakyBambaTa Bo EBpona

pean3Buum

HpaB}m NpeaAnu3BuIn

Hee jaCHO Kako Tpe6a Ja C€ TOJIKyBaaT CCTralITHUTC O,Z[peI[6I/I BO EBpOHCKI/ITC KOHBCHIIMH

EBporickuTe KOHBEHIMM HAjuecTO HE ce paTu(uKyBaHM OJf 3€MjUTE HUTY Ce

HUMIUIEMCHTHPAaHHU BO HAOWMOHAJIHOTO 3aKOHOAAaBCTBO

Kora nmocton Bo HarmoHaIHO 3aKOHOJABCTBO HE CE 3HAe KaKo ce IMpUMCHYBa BO IIpakKca

DOUHAHCHCKHU NMPeIU3BUIU

Hema xoHKpeTHO puHaHCHpame 3a MOJPIIKA Ha MPOIECOT Ha MOBPaTHU WH(OpMaLIUU
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He e jacHo nmanum 3apacBeHUTE CUCTEMHM €€ MOATOTBEHHU Aa ro (huHAaHCHpaaT MpoIecoT Ha

MOBpPaTHU MH(POpMALIUN

Opranu3anucKu/oNnmTecCTBEHN NMPeAu3BUIIH

Henocrarok Ha mpodecHOHATHH MPAKTUKU 32 YIIPABYBAbE CO MOBPATHUTE HHPOPMALIUH O

pesynraTure

HenocraTok Ha kBanuduKyBaH mpecoHall ( FeHETCKH COBETHUIIN ) 3a IOBPATHU MH(POPMAITUN

3a PE3YJIITaTUTC A0 YYCCHULIUTE BO UCTPAXKYBAKLETO.

HenoBonna copaboTka nomery npodecunte 3a MojpIka Ha MOBpaTHH WH(GOpMALIUN

HenocraTok Ha cBecT Kaj yueCHUIIUTE 3a MOXKHOCTA 3a MOBpaTHa UH(OpMaIHja

IloTeHUMja/IHU CTPaTernu 3a CpaByBambe €O NpeIu3BUIIUTE

Jla ce pa3Bujar xapMOHM3HMpaHH EBPONCKM HACOKM 3a MOBpaTHW HWHPOpMAIHU 32

peE3yITaTUTEC

Jla ce mpenBuaaT cpeAcTBa 3a MPOoLECcOT Ha MOBPATHU MHGOpMAITUU

Jla ce JOKyMeHTUpaaT 3ApaBCTBEHUTE MPUIOOMBKH OJf TE€HETCKUTE pe3yiTaTtd Ha

YYECHUIIUTE BO UCTPAKYBABETO.

Z[a CC BKIIYYH UCTPAKYBAUKU CTUYKU O,Z[60p HaBpEMCHO BO I[I/ISajHI/IpaH)eTO Ha IMpouecoT Ha

MOBPAaTHU UHGOPMAITUH.

Jla ce mpoMoBHpa MHTEPAUCHUIUIMHAPHA U METYMHCTYTHIIMOHAIHA COpabOTKa, Ha MPUMeEp

MPEKY CKCICPTCKU MPEIKU.

Jla ce pa3BujaT 06pa30BHU MPOTrpaMH 3a 3/IpaBCTBEHUTE PAOOTHUIIM

Ja ce uctpaxkatr ekonomckurte u [T- 6azupanu anatku (Ha npum. JluHAMUYHA COTIIACHOCT,

MOBpaTHU MHGOpMaluu O0a3upaHu Ha web )

Z[a CC NUCKYTHPA 3a NTOBPATHUTC I/IH(I)OpMaI_II/II/I CO YUYCCHUIHUTC BO UCTPAKYBAHLECTO U CO

MOILIMPOKATa JaBHOCT.

006e30e1yBamkETO TEHETCKH PE3YJITATH HAa YUECHUITUTE BO UCTPAKYBAKHETO BO PAMKHUTE
Ha KBATM(PUKYBaHH MPOPECHOHAIIN MOXE Aa Ouje Temko, OWIejKM MMa MaJIKy TE€HETCKH
COBETHUIIN U KIIMHUYKK reHeTudapu Bo EBpomna, ocobeHo Bo pypaaute perrnonu. OMmTuTe u
MaTUYHUTE JIEKapH, KOU MOTEHIUjaTHO OU MOKelle /1a TOMOTHAT BO MPOIECOT Ha MOBPATHU
uH(popMalii, MOXXeOM TO HemaaT moTpeOHOTO oOpa3oBaHME 3a TeHETHKA WJIM HeMaaT
KarauuTeT Ja BpLIAT JOMOJHUTEIHH 3aJaul 0COOEHO BO 3€MjUTE KaJle MMa MaJIKy JIeKapH M0
xkuten. KpanudukaunTe Ha TEHETCKUTE COBETHHITN CE PA3IMKyBaaT MOpaay HEIOCTATOKOT Ha

cTaHJgapHu Oapama 3a 00yKa.
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Kny4yno pasmuciyBame € Kako HajaoOpo Aa ce ycorjacar MOJIUTUKUTE IOMEry
KJIMHUYKUTE U UCTPAXYBAaUKH MHJbea. TeKOBHATa CHTyallHja BO KOja KIMHUYKUTE MPETIOPaKU
MOJaT caMo JeJyMHO Jla c€ IpeHecaT Ha MCTPaKyBauKUTE IMOCTABKU MOpaaU Pa3IUKUTE BO
METO0JIOTUUTE U Oapamara 3a KBAJIUTET, MOXke Op30 /1a ce IPOMEHU OUJIEJKH METOI0JIOTUUTE
Y CeKBEHIIMOHHPAHETO KOE C€ KOPUCTH BO CEKOja IMOCTaBKa CTaHyBaat ce moBeke ciauanu (193).
Bo momenTtoB, nekapute ce (oKycupaaT Ha crnecH(UYHH TPynH Ha TeHH 3a Ja Jo0ujar
IPELU3HU Pe3yITaTH KOM MOXKAT Ja ce KOpHUCTaT 3a AMjarHOCTUYKHU Lenu. CIpoTUBHO Ha Toa
UCTpaKyBauuTe OOMYHO IPOU3BEYBaar, BO €€H TECT, HOJATOLH 32 10 MUJIjapA1 OSAUHEYHU
anamuta (194). IIpouienkata Ha aHAIMTHYKATA W3BE0A HA TEHETCKUTE TECTOBU BKIY4yBajKu
ja HMBHATa CIECH(UYHOCT, YYBCTBUTEIHOCT M HUBO Ha IMPEIM3HOCT € MPEAU3BHK KOra ce
POM3BEAyBaaT TOJKY MHOTY nojarouu. CIMYHO Ha TOa, TELIKO € Ja Ce OJpeaN KOU IeHETCKU
BapHjaHTH MMaaT KJIMHUYKAa KOPUCT OMJEjKM 3HAYCHETO Ha IOrojieM JeNl O]l BapUjaHTHUTE
MOMEHTAJTHO HE € T03HATO, a HAIIETO 3HACHE 3a MOJIMTCHCKATa MPOIeHa Ha PU3UKOT € BO
noyeTHa ¢a3a Kako 1 HAIIETO MOMEHTAIHO pa30Mparmke Ha MOMYJIAIMCKUTE PA3IHNKU MTOBP3aHU
co cnecuduuHu BapujaHTH. Hacokure 3a ucrtpaxyBame Tpeba Ja BKIydaT JOJATHU
KPUTEPUYMH U METOAM 3a MPOLIEHAa U MOTBpJa Ha KBAJIUTETOT M TOYHOCTA HAa T'€HETCKHUTE
pesynratu noOMeHU O] MCTPaKyBameTo W Ja aanaT pedepeHu Ha pedepeHTHH 0a3u Ha

M0JIaTOLIM KOU ja YTBpPAYBaaT NaTOr€HOCTa Ha BapUjaHTHUTE.

OpnGopute 3a €TUKa BO UCTPAXKYBamkeTO Tpeba BHUMATEIIHO Ja IO pas3rienaaT IpolecoT
Ha MMOBPAaTHU MH(OpPMAIMH TIPe]] 1a 3all0YHe WCTPaXyBamkETO M JIa OIEHAT 10 KOj CTENeH U
KaKO pe3yJITaTUTE MOXKE J1a UM ce 00e30e/1aT Ha yIEeCHUIIUTE BO UCTpaKyBameTo. OBHE 0100pH
MOXKaT MCTO Taka Ja pa3BHjaT €TWYKa paMKa 3a YTBpAyBambe€ Ha OJrOBOPHOCTUTE Ha
UCTpaXyBauuTe 3a IMOBpaTHUTE MH(OPMAIMM Ha pe3yJTaTHUTe M Jla HampaBaT pPEB]y Ha

COOJIBETHOCTA HA IMJIAHOBUTE HA UCTPAXKYBAYNUTEC 3a COONIITYBALC HA PEIYJITATUTC.

[TorpeOHM ce KOOpAMHUpPAHU HaAmopu Ha mnaH-EBpoOnCcko HHUBO 3a Ja OBO3MOXKAaT
NpaBUYHA, HAYYHO M3JIp>KaHa U OMIITECTBEHO CHJIHA OBpaTHa MH(pOpMaIHja 3a pe3yTaTUTe
Ha yYeCHUIIUTE BO UCTpaxyBamweTo. [Ipenu3Bunnre ce HeBepojaTHO CIMYHU HU3 EBponckure
3eMjU. 3aeTHUYKOTO pElIeHHe Ha OBHE MPEAU3BUIIM K€ TO HaMalli AYIUIMPAkETO Ha HAllOPUTE

U K€ ja 3ajKHe IpeKyrpaHuyHaTa copadoTKa 32 UCTPaKyBambE.

EBporickure kpearopu Ha NOJUTUKU, PUHAHCUEPU U MHCTUTYIIMHUTE HA UCTPAXKyBambe
U 3[paBCTBEHA 3allITUTAa MMaaT 3aeJHUYKAa OATOBOPHOCT Ja 00e30enar JeKa ce MOCTaBeHU

HCOMXOAHUTEC YCJIOBU 3a 1a UM OBO3MOKAT HAa YUCCHUIUTC BO UCTPAKYBAKBLECTO Jia ITpUCTANIAT
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A0 HUBHHUTC PC3YJTATH OO I'CHCTCKO MCHUTYBAILE O BAXHOCT 34 3z[paBjeT0 Ha IpaBHUYCH,

HAYYHO M3/PKaH, €TUYKH U COIMjaJTHO IIBPCT HauWH HU3 1ena EBporma (99).

OtTyka npou3ieroa HalIuTe MPEIU3BULM U [IeNITa Ha 0Baa CTy/Ija, 1a OArOBOpUME Ha
OBHE TPEIU3BUIIY, 2 ja 3roJIEMHME CBECTa 3a oTpedara off pa3Boj HA MEXaHU3MH KOH K& UM
OBO3MOJKaT HAa OMOOAHKHTE U HCTPAXKYBAYKUTE TPYIIU JIa TH UCIIOJIHAT CBOMTE €THYKH OOBPCKU
KOH YYECHUIIUTE BO HCTPAKYBAKETO U coraacHo EY 3akoHnTe a nanemMe HaCOKH, IPEopaku

H CTPATCruu 3a UMINIEMCHTHUPAKC HA EJICH Bo MOJIEKYJIAHO I'€CHETCKUTC UCTpaKyBamba.

1.7. ETHYKM npeaM3BHMIM HA BEIUTAYKATA MHTEJIUICHLUHja BO IeHECKHTEe/TeHOMCKHTE

HCTPaKyBamba

bp3uor pa3Boj Ha Bemraukara uHtenureHuuja (BM) m MammHCKOTO yuewme HoOcaT
OTPOMHHM IMOTEHLMjalHU MpeaHocTH. BM Bo reHernkara MOTEHLHMjATHO MOXKE Jla aHAJIU3pa
MacOBHH 30MpPUKH HAa TeHOMCKH ITOaTOLH, Jia MJIEeHTU(PHKYBAa HOBU aCOLIMjAIIH U J1a TO OJIECHU
paKkyBameTO cO reHomckure noxaronu. Kako mro BU HaBme3e BO mnepcoHanu3upaHara
MeAMIMHA, OMOOaHKUTE MPOTrPECUBHO NPEMHUHYBAaT oOf OOMYHU OHOPENO3UTOPUU BO
UHTETPaJIHU KOMjyTepckH 0a3u Ha mojatoiu. TpaHcianuckata 6MoMH(pOpMaTHKa MOXKe /1a ja
o0NMKyBa WJHMHATa Ha MNep3oHaIM3upaHata MeaunuHa (195). Mefyroa, HEONXOJHO €
NOTPEOHO Ja Ce MCIUTAaT CUTE €THYKM, COLMjalHM M IPaBHMU aCMEKTH aKo cakame Ja I'
n30erueMe HeHaMEepHUTE HEraTUBHU MOCIEIUIM, PU3UIM KOU [TPOU3JIEryBaaT oJ yrnorpebdaTa
Ha BU Bo onmurectBoTO. Jlypy M MHOTY NIPELIU3HUTE MAIIMHKA MOJKaT J]a HAIIPaBaT IPEIIKH LITO
HUKO] He OU I'M HampaBmJ, a CO TOa MOXE Ja ja OTeTH OyarococTojdara U aBTOHOMHjaTa Ha
MalMeHTUTe W/Wiih HUBHUTE cTaparenu. 3atoa BU Tpeba na ce 3eMa kako anaTka 3a MOJApIIKa
Ha oayku. OBaa Mo3uIiyja € BO COTJIACHOCT CO ynmacTBoTo 3a meaurmHckata BU na C30 neka
,»JIyFeTo Tpeba /Ja ocTaHaT BO LIEJIOCHA KOHTpPOJIa HA CHCTEMHTE 3a 3paBCTBEHA 3allTHTA U
menunuHckuTe oanyku (Cercka 3apaBctBeHa Opranuzanuja, 2021, crpana 25). BU ru
peliaBa mpoOieMuTe Ha HAaYMHU aHAJIOTHU (HO HEe €eKBUBAJIEHTHH) HA JIYT'€TO CO 3aKIy4yyBame,

Kknacudumpame u npeasuayBame (196).

WuTterpanyjata Ha Bemtaukara uHTenureHuuja (BUM) Bo renerckurte Tectupama H

HCTparu JaBa B036y21J'II/IBI/I MOXXHOCTU W 3HAQUUTCIIHU CTHUYKHU, IIPpaBHU U COHI/IjaJ'IHI/I
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npenu3Buy. lako BemITaykaTa WHTEIUTCHIIMja MOXE Ja ja MmoaoOpu eduKacHOCTa,
NpPEIM3HOCTa W MPUCTAITHOCTA Ha TEHETCKOTO TEeCTUpame HeroBara ymorpeba Tpeda
BHHMATEJIHO Jla Ce peryjupa 3a Jia ce 3allTUTAT [paBaTa Ha MOCIUHIUTE, 1a ce 00e30enn
NPAaBUYHOCT M Jla ce M30erHe MMCKPUMUHAIINjA, UM CO €ICeH 300p, /la ce 3ama3ud XymaHara

OCHOBA Ha UCTPAXKyBAHETO.

1.7.1 ETMYKH acnIeKTH HA TeHETCKUTE TECTUPAKA M HCTPAKYBambaTa co npuMMena Ha BU

U peJIeBAHTHUTE peryjaTuBu Bo EY
1.7.1.1 UudopMupaHa corjiacHOCT U1 aBTOHOMHja

o MHupopmupanaTra COIJIaCHOCT € OCHOBEH €THYKM IPUHUUII 32 T'EHETCKO
tectupame. OBOj NPUHLIMII € OJ KIyYHO 3HAUeHEe 3a Ja ce obe3beam aexa
MOEIMHIIUTE CBECHO M JOOPOBOJIHO CE€ COTjlacyBaar Ja ce MOJI0kKaT Ha TeHETCKO
TECTHpame U yrnoTpeba Ha BelITauka WHTEIMIEHIMja 32 TOJKYBamk€ HAa HUBHHUTE
rerercku nonatony. Co BM mocTojaT ZOMOTHUTEHN KOMIUIEKCHOCTH KaKo IITO €
pa3bupamero Ha ynorara Ha BU Bo mHTepripeTanyjara Ha reHEeTCKA NHPOPMAaIIUH.

o BH aBroHomuja: Cuctemure OGazupanu Ha BU, ocobeHo oHMe ImTO KOpHCTAT
MAIIMHCKO Y4YeHe, YeCTO (PYHKIIMOHUPAAT KaKo ,,IPHU KYTHUHU, IIITO TO OTEXKHYBA
pa3zbupameTo Ha Toa KaKo ce HOCAT OJJTYKUTE BP3 OCHOBA HAa T€HETCKUTE MOIATOLIH.
OBa MOke€ /1a ja 3arpo3u aBTOHOMHjaTa U MH(GOPMHpPAHATA COTJIACHOCT, OUJIEjKH
KOPUCHHUIIUTE MOXeOM HeMa IIEeJIOCHO Jia TM pa3depaT aJrOpuTMHTE M HUBHOTO
PE30HUPAE.

Perynarusu Ha EY

o Omnwmra peryjatusa 3a 3amTura Ha noaarouurte ( General Data Protection
Regulation- GDPR) (EY) 2016/679: Unen 4 (11) on GDPR npensumyBa aexa
COIJIacCHOCTa Mopa ja 6une ,,cn0004HO AajeHa, cnenuduuHa, UHGOpPMHUpaHA U
HeaBocMucieHa“. OBa € O CYIITMHCKO 3HAUY€HE 3a TEHETCKOTO TECTHPAmbE,
ocobeHo kora ce kopuctu BU 3a oOpaGoTka M MHTepHpeTanyja Ha T€HETCKUTE
nogaronu. Ynen 22 UM jJaBa Ha MOEAWHIIMTE MPABO Jla HE OWJAT MpeaMeT Ha
aBTOMATH3UPAHO JOHECYBamhe OJUTYKH, BKIYUYUTEIHO U NMpoduIrpame, OCBEH aKo
HE J1aJjaT U3peyHa COrJIacHOCT.

o Akt 3a BU na EY (IIpensor, 2021): OBoj akT mpeTcTaByBa NpPEIOKEHA
peryiaTuBa 3a co3/iaBame MpaBHa paMKa 3a qoBepianBa BU. Toj BoBemyBa 00Bpcku

3a cucreMute co B kou ce cmeraar 3a ,,BUCOK pI/ISI/IK“, BKIIYYHUTCIIHO U OHHUC BO
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3IPaBCTBOTO, CO Led Ja ce o0e30emaT TpaHCIApEHTHOCT, OJTrOBOPHOCT U

uH(pOpMHpaHa COTIIACHOCT.

1.7.1.2 IIpuBaTHOCT U J0BEPJIMBOCT

ETnuxku acnekr:

(o]

['eHeTckuTE 1MOAATOLM CE€ 110 IPUPOJIA JIMYHU U UyBCTBUTEJIHU. YTIOTpedara Ha
BU 3a 00paboTka Ha T€HETCKH IMOJATOLM MPEAN3BUKYBa 3arpPHKEHOCT 3a TOa
Kako THE TMOJATOLM C€ paKyBaaT, 3alITUTYBaaT M Jajld MoXaT Ja Oujat
KopucTeHu 6e3 cornacHocT. JJononnurtenno, BU Monenure MoxxaT HEeHaMepHO
J1a OTKpHYjaT YyBCTBUTEIHU WH(OPMAIMU TIPEKY HEOUYSKYBAHHU HIIU MIPUCTPACHU

3aKJITy4OLH.

OcurypyBameTo Ha JI0BEpIMBOCTA € 01 KIIyYHO 3Ha4yeHe, OuejKu HEOBIACTEH
IpUCTall WM 3J0ynoTpeda Ha TEHETCKH IOJaTOIM MOXE Ja JOBeIe [0

NPEKpIIyBamke Ha MPUBATHOCTA, CTUTMATU3alMja WM JUCKpUMHUHALIN]A.

Perynarusa Ha EY:

O

GDPR (EY) 2016/679: Ynenoute 9 u 10 og GDPR ru mrurar renerckure
MOJaTOIM Kako ,CHelMjallHu KaTeropud Ha JudHd mnomatouu.” GDPR
MOCTaByBa CTpOru Oapama 3a 00paboTKa, CKIagupame U TpaHchep Ha OBHE
noaaronu. CorjaacHocTa Mopa Jia Oujie u3peyHa, a MmoJAaToUTe Mopa Ja oujaT
3alITUTEHH CO COooABeTHH Oe30eqHocHn Mepku. BU  cuctemure 1miTo
00paboTyBaat reHeTCKH MOJaTOLX MOpa Jia TH MOYKUTYBaaT OBUE CTaHAApAM 32

3alllTUTa Ha IIPUBATHOCTA.

PerynatuBa (EY) 0p. 536/2014 (PeryiaTnBa 3a KUMHMYKHA MCIIUTYBamkba):
O06e30enyBa Jeka cekoe KIMHHYKO UCTPaXKyBame IITO BKIydyBa TE€HETCKU
MOJIaTOLIM € CIIPOBEIEHO BO COIJIACHOCT CO CTaHJIApAWTE 3a IMPUBATHOCT.
PerynaruBara Oapa uHpOpMUpaHa COTJIACHOCT U 3allITUTA Ha MOJATOLIUTE Ha
YYECHUIIUTE, BKIYYUTEITHO U KOTa Ce MPUMEHYBaaT TEXHOJIOTHH Oa3upaHu Ha

BU.

1.7.1.3 IIpucTpacHOCT, NPABUYHOCT MU HEAUCKPUMHMHALIMjA

ETnuky acnekr:

81



o BMH cucremure, BKIIyYUTETHO U OHUE IITO CE KOPUCTAT 3a TEHETCKO TECTUPAHE,
MOXaT J1a HacjieAaT MPUCTPACHOCTH IPUCYTHHU BO IOAATOLMTE HA KOU CE
Tperupanu. Jloxonky BU monenure ce o0yueHu Ha MOAATOIM IUTO HE ja
[peTcTaByBaaT pPa3HOBHIHOCTA Ha IMOMyJalMjaTa, MOXaT Ja JoBedaT a0
MMPUCTpPACHU PE3YJITATH, HITO I'M BJIOIIYBa 3PAaBCTBCHUTC HCCIHAKBOCTHU U Ja

NPUIOHECE 33 TEHETCKa TUCKPUMUHAIIH]A.

o Ilocrojar pusumm aexka B moke HETOYHO Ja TMPOLEHH WIW JIa NPEBUIU
FEHETCKU PU3UIM 33 OJPEJCHU TMOIMyJallui, IITO MOXE Ja pe3yiTupa co

HCECAHAKOB IMPUCTAIT 40 3APpaBCTBCHA 3allITUTA UJIX HCTOYHU I[I/Ij ar"Ho3u.
e PerynaruBa na EY:

o IloBesda na EY 3a ochoBum npasa (2000/C 364/01): Unenosute 21 u 23 ox
[ToBenbaTa 3a0panyBaaT AUCKpUMHUHAIKja IO OMJIO KOja OCHOBA, BKIYUYHUTEIHO
U reHercku nojatouu. OBa € O]l CyLITMHCKO 3Hauyeme 3a Ja ce cupeun BU
CHCTEMHUTE HEMpaBeIHO Ja TapreTupaar OApPEACHHW TPYmd Bp3 OCHOBA Ha

HUBHHOT I'CHCTCKH COCTAaB.

o Akt 3a B na EY (IlpeaJior, 2021): OBoj akT mocraByBa 0apama 3a BUCOKO-
pusnunu BU cuctemu, BKiyuyBajku MepkH 3a 00e30e1yBame NMPaBUYHOCT U
HeIMCKpUMHHaIMja. Toj Hajlara TpaHCHApeHTHOCT, OJrOBOPHOCT M PEIOBHU

PCBU3HH HaA BU moaenure 3a HaMaJlyBakb€ Ha IPUCTPACHOCTUTE.

o Jupexktuna 2000/78/EC (AupekTHBa 32 €IHAKBOCT BO BpPalOTYBam€TO0):
3abpaHyBa OUCKpUMHHAIMja BpP3 OCHOBa Ha TEHETCKHM WH(POPMAIMH BO
paboTHUTE OHOCH, cO IITO ce 0be30eayBa BU cucremure na He ja 3roneMat

reHeTcKaTa JUCKpUMHUHAIIH]a.
1.7.1.4 TpancnapentHocT 1 o0jacHuBocT Ha BU monennTe
e Ernukm acnekr:

o Enen on Haj3sHauajHUTE €THUKH NMpeAn3BUIM Kaj B Bo TeHeTCKOTO TecTupame
e mpoOaeMoT Ha ,,IipHa KyTHja“—BUW momenute, ocobeHo oHMe Oa3upaHu Ha
MAaIIHHCKO YUeHhe, 9ecTo (PYHKIIMOHUPAAT Ha HAYMH IITO HE € JICCHO pa30upiIuB
3a myrero. OBOj HEJOCTATOK HAa TPAHCHAPEHTHOCT OTE)KHYBa MAIUECHTHTE U

3/IpaBCTBEHUTE PAOOTHMLIM Ja pa3depaT Kako ce A00MBaaT pe3yiTaTUTe Of
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TEHETCKUTE TECTOBH, IITO MOXE Ja ja IMOTKOMa JoBepOara BO OJUIYKHTE

nonecenu on BU.

ETnukoTo mnpamame ce BPTM OKOIYy OAIOBOPHOCTAa Ha pa3BUBAYMUTE Ha
cuctemure Ha BU na ru HampaBaT OBUE TEXHOJOTMU IOTPAHCIIAPEHTHU U
noo0jacHUBH, CO LIe1 TMOCTUHIMTE Ja MOXKAT Ja pazdepaT Kako ce HocaT

OAJTYKHUTE Bp3 OCHOBA HAa HUBHUTE I'CHCTCKHU IIOAATOLH.

Perynarusa Ha EY:

(¢]

GDPR (EY) 2016/679: YUnen 22 uM naBa Ha MOCIUHIIMTE MPABO Ja HE Ouaat
npeaIMeT Ha OJIYKH Oa3wpaHu HMCKIYYHMBO HA aBTOMaTH3MpaHa 00paboTka,
BKIIy4yBajKH TpPOQHUINpamke, OCBEH aKO HE Ce JaJe M3pedHa COTJIACHOCT.
Hononnurenno, GDPR HarmacyBa TpaHCIapeHTHOCT U OJTOBOPHOCT IIpHU

00paboTKaTa Ha JIMYHU MTOAATOLIH.

Akt 3a BU nHa EY (IIpeasor, 2021): OBoj akT mMa 3a I Ja ja 3TOJIEMH
TPaHCIIapEHTHOCTA M Jla OCHTYpPH JIeKa IIOCJUHLUTE JJ00MBaaT jacHH
oOjacHyBama 3a ourykute Ha BU. Toj npeanara ctporu 6apama 3a BU cucremu
CO BHCOK PU3HK, BKITyYUTEITHO U OHHUE IITO C€ KOPUCTAT BO 3APABCTBOTO, 32 Ja

00e30eau neka gorukara 3a1 BU oqnykure e pa3OupiinBa 3a KOPUCHULINTE.

1.7.1.5 I'eneTcKka AUCKPUMHUHALK]a

ETnukn acnekr:

Enen on Hajronemute npo0ieMu NOBP3aHU CO TEHETCKOTO TECTUPAHE, 0COOEHO
Kora e BKiIy4eH BU, e renerckara auckpumuHaigja. OBa ce ciydyBa Kora
HNOEJMHIIM Ce TpeTHpaaT HelpaBeIHO Bp3 OCHOBA Ha MH(popMaruure 100ueHH
0]l TEHETCKOTO TeCTHpame, Ha MpHUMEp, cO OAOMBamkE€ HA OCUTYPYBambe HIIU

pabOTHH MOYKHOCTH.

BU mogenute Moxxat HCHAMCPHO 1a I'0 3rojicMar OBOj Hp06J'ICM aKO I'CHCTCKUTC
nogaronu C€ KOpUCTaT 3a NpCABUAYBAKLC HA UIAHOTO 3I[paBje Ha NMOCAUHECIOT,

ITO MOXKE da AO0BCAC 10 JUCKPUMUHATOPCKH ITPAKTUKH.

Perynarusa Ha EY:

(0]

IToBenda na EY 3a ocHoBHu npasa (2000/C 364/01): YUnen 21 rapantupa

3alITUTa O] JAMCKPHUMMHAIM]a, BKIY4YyBajKM TUCKpUMHUHaNMja Oa3upaHa Ha
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reHercku uHQOpManuu. OBaa oapeada € 04 CYIITHHCKO 3HAYCHE 3a
CIIpeuyBamke Ha 3JI0yNOTpeda Ha TeHETCKUTE MoJgaTouu, ocobeHo kora B ce
KOPHCTH 3a HOCEHE OJIYKHU 3a 3][PaBjeTO WIH JAPYTU acleKTH Ha )KUBOTOT Ha

[MOEUHIIUTE.

JMupextuBa 2000/78/EC (IupexTnBa 3a €qHAKBOCT BO BPaGoTyBam€TO):
3a0paHyBa JUCKpUMHHALIM]a 0a3upaHa Ha FTeHETCKH HHPOPMAIMH BO KOHTEKCT
Ha BpabOTyBameTO, OcuUrypyBajku neka BU cuctremure He ru craBaaT

MNOCAUMHIMTC BO HCIIOBOJIHA moJioxk0a nopaay HUBHUOT I'CHETCKU COCTaB.

GDPR (EY) 2016/679: CunHHOT akIIEHT Ha OBaa peryJjaTuBa 3a 3allTHUTa Ha
MOJIATOIMTE, BKIYYYBajKU I€HETCKH IMOJATOIH, CIIpeYyBa HUBHA 3JI0yMOTpeOa

3a JMCKpUMHWHATOPCKHU LECIIN.

1.7.1.6 IlcuxoJ10IKO BIMjaHUE

e ErTnukmu acnekr:

[Tcuxonomkute edheKkTu 0] FTeHETCKOTO TECTUPAE MOKAT J1a OuAaT 3HAYAjHHU,
ocobeno kora BU ce kopucTu 3a TOJNKYBame Ha CIIOKEHU T€HETCKU TMOIATOIH.
[ToenuHIMTE MOXKAT J]a CE COOYaT CO BUCOK CTEINEH Ha CTPEC, aHKCUO3HOCT WIIN
HEU3BECHOCT KOTa Ke JI03HaaT 32 CBOUTE T€HETCKH MPETUCIO3HUIIMHU, OCOOEHO
ako BU Mozenot ru AocTaBM pe3ynTaTUTe Ha HAYHMH IITO € TEIIKO pa3OupiuB

NI EMOIHMOHAIIHO OIITOBAPYBAYKH.

MOpaJ'IHaTa OATOBOPHOCT Ha 3APpaBCTBCHUTC pa6OTHI/II_II/I € a ocurypar ACKa
Jyanarta mTo €€ HNOAJIOXKYBaaT HAa I'CHETCKO TCCTHPAILC 2106I/IBaaT COOJABECTHO
COBCTYBALC M MOAAPHIKA, 3a Ja MOXKAT a CE€ CIipaBaT CO CMOLMOHAJIHOTO U

IICHUXOJIOIIKOTO BJ'II/Ij AHUC Ha PE3YJITATUTE.

e PerynaruBa na EY:

o

JupexktuBa 2004/23/EC (JupexTHBa 32 JOHHpPamhe HA TKMBA M KJIETKH):
Bapa na ce 00e30enu COOABETHO COBETYBamk€ M MOJIPIIKA 3a JIMIATa ILITO
JIOHUpaaT TKUBAa WM C€ IOJUI0KYBAaaT Ha T€HETCKO TECTUPAE, CO LIel J1a Ce

y6na>1<1/1 IICUXOJIOIIKAaTa HITETA.

EBponcko 3apyxkenne 3a xymana reietuka (ESHG): Boauunre on ESHG

npenopavyyBaaT T'€HETCKO COBCTYBAKE BO CHUTEC KOHTCKCTHM Ha TI'CHETCKO
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TECTUpame, OCUTYPYBajKU JIeKa MOCAMHLIUTE T00MBaaT COOJBETHA MOAJIPIIKA

kora BU Mozenu ce kopuctaTt BO IPOLIECOT HA TECTUPALE.

Wnterpanmjata Ha BU BO TeHETCKOTO TecTUpame U HUCTpaKyBamara HYyAH
PEBOJYLIMOHEPHH MOXHOCTH, HO MCTOBPEMEHO HOCH 3HA4YajHU €THYKH,IIPABHU U COLMjaIHU
MPEeIM3BUIIM KOM MOpa Jia ce€ peliaT MpeKy BHUMAaTelHa peryiamnuja u Hacoku. EY Beke
BOCIIOCTaBM LBPCTH €TUYKH pPAMKH TPEKy peryiatuBu Kako mro ce PerymaruBata Ha
EBpornickuot mapimamenT u coset (197), GDPR, OBueno koHBeHIMjaTa U IPYyTH, CO LET Ja TH
3alITUTH TpaBaTa Ha WHIUBUAYUTE 3a MPUBATHOCT, MPABUYHOCT, AaBTOHOMHja U
HeauckpumuHaiyja. Co MOHATaMOIIHUOT pa3Boj Ha BU Bo oBaa 00yacT, perysiaTOpHUOT
mej3ak Mopa Jia OCTaHe aJalnTHUBEH, OCUTYpPYBajKH JIeKa OBHE TEXHOJOTUU CE KOPHUCTAT
OJITOBOPHO, TpaHCHApeHTHO U eTHukH. [Ipeky mpuoputusnpame Ha OBUE €TUYKU Mpaliamba U
ycornacyBame co perynarusute Ha EY, B moxe na craHe MOKHa anaTka 3a HampeIoK BO
TeHETCKOTO TEeCTHpPame, MUHUMU3HUPAJKH ja mTeTata U 00e30eqyBajKku Ieka CUTe UHAUBUAYH

CC TPCTHUPAHU CO JOCTOUHCTBO U IMPABUYHOCT.

Cure HaMOHAIHM M MelyHapOAHH yHaTcTBa CTaBaaT AaKIEHT HAa KOAEKCOT Ha
OJIHECYBam€ IITO Tpeda Ja ro cienaT UCTPaXKyBauyuTe M JAPYTUTE 3acCerHAaTH CTPaHU BO
TEHETCKUTE UCTPAXKYBaa U Ja TH MOAPKAT OCHOBHHUTE 3aJI0KOM 32 3aUyByBam-€ Ha IIpaBaTa U
0e30emHOCTa Ha YYECHHIIUTE BO UCTPaXyBameTO, KOW UrpaaTr IEHTpajdHa yjora BO
UCTPaXXyBambeTO 0€3 KOU - CAMUTE HUB, HUBHUTE MOAATOIH, WM HUBHU OHOJIOUIKY PUMEPOIU

- HE € MOYKHO UCTPaKyBarbe.
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2. MOTHUB

HctpaxkyBameTo KOe BKIydyBa YOBCUKH CYOjEKTH MOXKE Jia IIOKPSHE TEIIKU U BaYKHU
eTHYKHU ¥ MPaBHU Ipamrama. O0siacTa Ha HCTPaKyBayKaTa €THKA € TOCBETEHA HA CHCTEMATCKa
aHaM3a Ha TaKBUTE Ipallama 3a J1a Ce Ce OCUTypa JIeKa YYECHHIUTE BO CTyaujaTa ce
3alITUTEHH W Ha KPajoT JIeKa UCTPAKyBAWHETO € CIPOBEICHO Ha HAYMH KOj K& UM CIYXKH Ha

HOTpe6I/ITe Ha YYCCHHUIUTC U Ha OIMIITECTBOTO KAKO ICJINHA.

[TocnemHuBe neceT rOAMHU, CO Pa3BUTOKOT Ha TEXHOJIOTHjaTa U GopMupame 0a3a Ha
MOJaTOIM 3a MepCOHAIM3UpaHaTa MEIWIMHA, HAyYHHIIUTE TOYHAa Jla pa3MHCIyBaaT 3a
€THUYKHUTE, IPABHUTE U COIMjATHUTE UMILIMKAIIMKA Ha OBOj MPHUCTaN BO MenuinHaTa. HoBure
TE€XHOJOTMH, KaKO IITO € CEeKBEHIMOHMPAETO Ha Clle/HaTa IeHepalyja U aHaJIu3uTe Ha
TEHETCKAa eKCIIPpeCHja CTaHaa IOEBTHMHU U TIOCOOABETHU 3a KIWHHUYKA TPUMEHA, IITO
pe3ynTupaiie co Toa MepcoHaIu3upaHaTa MeJUIHA J1a C€ BOCIIOCTaBU BO c€ IMOTroyieM 0poj

KIIMHUYKHA 00JIacTH.

OBOj TpeHI HajBEepOjaTHO K€ MPOAOKH U BO HAPEAHUTE TOJUHH CO TOIIMPOKO
YCBOjYBam€ BO 3/IPaBCTBEHHOT CHUCTEM W K€ OTBOPU IMOIIMPOKH Tpaliama Mery KOW 3a
MOCTIEANIINTE OJ1 3HAYUTETTHO 3TOJIEMEHUOT OpOj Ha 3/IpaBCTBEHU MH(OPMAIINH MMOBP3aHU CO
NepCoHAIM3MpaHaTa MeIuIuHa (IMIPUBATHOCT, JUCKPUMHUHAIM]A, OJHOC JIeKap-TIAIMCHT U
OJICOBOPHOCT) M 3arPHIKEHOCT 3apaji OTESHITHjAIOT Ha TIepCOHAIM3MpaHaTa MEIUIIMHA JIa TH
3TOJIEMHU PA3NIMKHUTE BO 3/IpaBCTBEHATA 3AIITUTA U MPUCTANIOT A0 MHPOPMATHUKUTE TEXHUKH.
[TomaTonute cO BHUCOKAa AMMEH3MOHATHOCT CO3/[aJ€HU CO KOPUCTEHE HAa TEHOMHKATa Ce
[IEHTPATHY 32 MHOTY O] IIPEABUAYBAYKUTE, TNJaTHOCTUIKUTE U TCPANIEBTCKUTE alUTMKAIIMA Ha

MepCOHAIM3UPAHATa MeIUIMHA. MeryToa, 3HAYUTEIIHOTO 3roJIeMyBakbe Ha WHIUBUIYaTHUTE
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3/IpaBCTBEHU WH(GOPMAIIMHU MITO TO Oapa OBOj MPHUCTAIl € UCTO TaKa €JeH OJ1 TIABHUTE U3BOPHU

Ha CTUYKH, [IPABHU U COL[I/IjaHHI/I TpH>XHU BO OJHOC HA MEPCOHATIU3HNPAHATA MCIUIIUHA.

Op npyra crpaHa, Op3uOT pa3BOj Ha OMOMEIUIIMHCKATa HayKa MHUIMpalle pa3Boj Ha
pasnuyan (OpyMH 3a 3a3eMame CTaB 3a 3alllTUTa Ha YOBEKOBUTE IpaBa M YOBEYKOTO
noctoMHCTBO. [Ipen HoBaTa reHOMCKa €pa, CO 3aBpLIYBAKETO HA MPOEKTOT 3@ YOBEUKU F'€HOM
2003 roauHa ce mojaBuja Iuiejajla MHCTPYMEHTH KOU CE€ OJIHECYBaaT Ha YOBEUYKOTO I'€HETCKO

TECTUpAKEC, O] KO HEKOU M3TJI€JaaT COMHUTEIIHU KAaKO ITPABHU aKTH.

HOTpe6aTa 3a pCfHIaBalkbC€TO HA CTUYKUTC IIpallamka IIOBp3aHU CO TCHETCKOTO

HCTpaAXyBamke CC 3rojieMyBa OJ1 ICH Ha JICH CO:

- 3ronemMyBame Ha TEHETCKUTE UCTPAXKyBamba

- IIupokuoT criekTap Ha CIPOBEAYBamkE Ha HCTPAKyBauKU aKTUBHOCTH,

- 3HAYUTEITHO MHBECTUPAHEC BO MEIUIIMHCKUTE UCTPAXKyBarba (IIPUBATHH U jJABHU)

- 3ronemeHara nmoTpeda oJ1 eKCIIEPUMEHTH CO XyMaHHU Cy0jeKTH

- TI'moGanmu3anuja Ha UCTpaKyBamaTa

- HoBu oOnmacti Ha HCTPaXyBameTO CO 3HAYMTEIHA E€THYKA 3arpHXKEHOCT

(TpaHCIUIaHTaIMja Ha OpraHH, aCUCTUPAHA PEPOAYKIIN]ja, TEHETCKUA WHKUHEPHUHT...)

Hebunupame Ha KPUTEPUYMHTE 3a €TUUKHUTE, MPABHU W COIMJaTHU HMILUTUKAIIMN CE
MoueTHa Touka 3a GopMylupame Ha HalMOHATHATa peryjlaTHBa 3a TMEepCOHaTU3UpaHa

T'CHOMCKa MCIHUIIMHA.

Bo Hamara gpxaBa, Mako Jocera ce HampaBeHW BaXKHM HAIOpH 3a MonoOpyBame Ha
pasbupamero M cBecta 3a ernukutTe auMensun Ha ITT, ocranyBa mnorpebara 3a
npoanadouyBame Ha HaunHUTe Ha GGT Bo cBetio Ha ELSI. Op Tyka npousne3e MOTHUBOT 3a

npuOmKyBameTo Ha perynatuBata 3a GGT Bo Hamiara 3eMja 10 pa3BUEHUTE 3EM]H.
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3. XHIIOTE3A

XapMmoHuzanujata Ha peryinatuBata Bo P. C. Makenonuja co perynaruBata Ha
pa3BueHuTe EBporncku 3emju ke nompuHece BO MoAo0pyBameTo Ha paboTarta Bo objacra Ha

TEHETCKUTE UCTPaKyBamba U JIEKyBamba, 3a J0OpOOUT Ha HACETIEHUETO.
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4. lIEJIN U BAJAYA HA UCTPAKYBAIBETO
4.1. 'naBuMn neaun

1. lepunupame Ha KpUTEPUYMHUTE HA ETHUYKHUTE, NMPABHUTE U COIUjATHUTE WUMIUIUKAIMH

(EJICH) BO reHeTCKHUTE HCTPAXKyBaba.

2. la ce eBamyupaar M Jla ce yHHU(PHULIHpAaAT €THYKUTE CTABOBH U ETHUYKUTE IOCTAITyBamba

(EJICN) na BpaboTenuTe Bo reHerckute Jaboparopuu Bo PC.Maxkenonuja

3. Jla ce eBamyuwpaaT U na ce yHU(UIUpAT PEryJIaTUBHUTE MEXaHHU3MU BO TE€HETCKUTE

naboparopun Bo PC.MaxkenoHnuja.

4. [[a CC CBajlyupaar u YHI/I(bI/II_II/IpaaT craBoBute 3a BM BO renerckute HCTpa)XyBakba BO

rererckute nabopatopun Bo PC. Makenonuja.

4.2 IloequHEeYHH 1eJIM HA UCTPAKYBAHETO

1. Z[a AaCeMC HACOKH U IIPCIIOPAKHU 3a (bOpMI/IpaH)e Ha 'CHETCKU COBCTYBAJIMIITA BO CKJIOII HA

TeHETCKUTE Ja00paTOpHH.
2. Jla nanemMe eTHYKU HACOKHU U MPENnopaku 3a popMupame Ha ONO0OaHKH.
3. Jla naneme npenopaku 3a ETUYKO MPUAPYKYBakE BO FTEHETCKUTE UCTPaKyBamba U JIEKyBamba.

5. /la ce xapMOHUM3MpaaT 3aKOHCKHUTE PEryjJaTHUBH BO HaIlaTa Ip>kaBa co EBPONICKUTE 3aKOHCKU
peryiaTuBM, HajloOpuUTe MPaKTHUKU U OPraHU3alMCKU CTPYKTYPH BO BpPCKa CO TOBPATHUTE
uH(pOpMalMU 3a Pe3yJITaTUTE A0 YYECHHUIIUTE BO T'€HETCKUTE UCTPaKyBama, 3€MajKH I'M BO

npelBU] ciecuPpUUHUTE OTPEOH, 3aKOHU U KyATyposoumku cnenuduku Bo P.C.Makenonuja.
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5. MATEPUJAJIN U METOAU
IIporokoJ 3a pabGora

3a ycHemHO OCTBapyBamke Ha IIOCTaBEHUTE LeNd Oea TNpPEeB3eMEHH CIECTHHBE

AKTUBHOCTH:

1. Cucremarcko mnpebapyBame Ha EIEKTPOHCKUTE 0a3u Ha mnoxaromu (Pubmed,
Medline, HINARI (Health Internetwork Access to Research Initiative)), EBSCO

(http://search.ebscohost.com/) Ha peneBaHTHM MeETyHapOIHW OpraHU3allMk M HCTO Taka

peNeBaHTHHU TPYIOBH, NMpoekTH moBp3anu co EJICH Bo reHomMckara MeIuIHa KOPUCTEJKH TH
TEPMHHHTE ,,TEHETCKO TECTHUpame', ,TeHEeTCKa MEIMIIMHA™, ,,90BEKOBU ITIpaBa U 3ipaBje”,

,»EJICH*.

2. Cobpanute TOKYMEHTH ' aHAJIM3UPAaBME U CIIOpEyBaBME BO OJHOC Ha €TUYKHUTE,
COLIMjAJIHUTE U MPaBHUTE UMIUIMKAIINY, T.€ 3alITHTA Ha YOBEKOBUTE IPaBa 1 IOCTOMHCTBO HAJl
CUTE JPYTH COIMjaJIHH, €KOHOMCKH, KOMEPIHjaJHH WM HCTPaXyBauKHM WHTEPECH M THU

IrpynrupaBMe€ BO COOABETHATA €CTHUYKA, IIpaBHA U counjanHa obnacrt.

3. I'm ngenTnduKyBamMe MeryHapOJHUTE, PETHOHAIHUTE W HAIMOHAIHUTE 3aKOHU H
IIPENOpakKu KOM C€ MpPHMEHyBaaT BO MCTPaXyBamaTa KOHM BKJIy4yBaaT TI'€HOMCKO

CCKBCHIIMOHUPAKEC.

4. Bo nepuogor ox 1 no 10 nexkemBpu 2023 roanHa cripoBeIOBME aHKETa MPEKY e-
HOLITA KOja COApXKelIe Mpallamka MOBP3aHU CO €TUYKUTE CTAaBOBU UM €TMUYKUTE MOCTANKHU Ha

BpaboTeHUTe BO reHeTckuTe Jadopatopuu Bo P.C. Makenonuja.

Co men na nu3ajHUpaMe COOJIBETCH aHOHUMEH IMpallaIHUK, BO TPEITUMHUHAPHUTE
UCTpaXKyBama Oellle MOATOTBEH 3aTBOPEH OIMKCEH MUJIOT-MPAIlAHUK CO MPHUMEHa Ha T.H.
METOJIONIOTHja Ha IeMHo-HacoueHa rpymna. Mcrtuor Oeme mnoctaBeH Ha Google Forms
maTdopmara (Kako anatka 3a cooupame mojaron (data collection tool)) u 6emre ucnparex Ha
MPETXOIHO OJApEeJeHaTa TapreT Ipyla Ha HCIUTAHUIM INTO C€ BPAOOTEHH BO TEHETCKHUTE
naboparopun Bo P.C.M. mpeky emnekTpoHcka momrTa (n=5). Bo au3ajHUpaHMOT NHIOT-
MpallaTHUK, PBUTE TIET Mpalllama ce OJHECYBaa Ha COIMjalTHO-IeMOTpa)CKUTE TOIaTOIH Ha
WCTIUTAHUIINTE, a CJICTHUTE JIBAHACCET Mpalllamka Ce OJIHECYBaa Ha €THIKOTO TIOCTAITYBakhe IPU

paboTarta co MalueHTUTE BO TEHETCKUTE J1a00paToOpuu.

OBOj MUJIOT-TIpAlIaJIHUK HHU IMOCIYKH Oa CC€ €BaJlynpaaT NHOCTAaBCHUTC Ipallakba O

ACIICKT Ha YHUTIIMBOCT U p3361/IpJ'II/IBOCT BO paMKW Ha MNOEJIHaTa TIpyla, IHOKPUCHOCT Ha
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npobjemMaTukaTa Ha HCTPAXYBAmbETO, NPEMHOTY/TIPEeMajlKy IOHYJIECHH OJIrOBOPH WU
HECOO/IBETHH OJrOBOPH, MEPEHE Ha MOTPEOHOTO BpEeME 3a KOMIUICTHPAKE Ha Ipallamara,
Kako M 3a JIONOJIHUTENIHU CYTreCTHH OJf MCHUTAHUIMTE BO BPCKa CO IpoOieMaTuKaTa Ha

UCTPaXKyBambETO.

Bp3 ochHoBa Ha poOueHHUTE OJArOBOPU OFf MUJIOT-TIPAIATHUKOT (MCIUTAHULIUTE
OJIFOBOpH]ja JIeKa Mpallamara ce JaCHU U HEIBOCMUCIIEHH, OCBEH eJieH o rete (20%) koj u3jaBu
JIeKa HEKOW O]l Tpaliamara He ce JOBOJIHO jacHHW, JBE Ipamama Oea JIOMOJIHUTEIHO

00paboTeH! U MPUITATOCHH.

OUHATHUOT aHKETEH NpallaHUK CE COCTOEIIe OJ IMeT Ipaliamka IOBP3aHU CO
COLIMjATHO-IeMOTpa)CKUTE MOJATOIM HA MCIUTAHULUTE W JIBAHACCET 3aTBOPCHU Ipallama
MOBP3aHM CO ETUUKUTE acleKTH IpHU paboTara Bo reHerckure jabopatopuu Bo P.C.M (ITpusnor
1). [Ipamanaukot Oemre moctaBeH Ha Google Forms mnardopmara u Gemte nuctpulyupan 1o
€JICKTPOHCKY TAaT Ha JIMYHU €-aJ[PeCU WM HU3 COLUjAITHA MPEXKH JI0 TEHETCKUTE JIAOOPATOPHUH.

BkynHo 6ea onroBopenu 34 aHKETHU MPAIIATHULIM.

[Tonatouute Oea coptupanu u oOpaboTeHH co KopHucTewme Ha Microsoft Excel®
Microsoft. Corp. Redmond, WA, USA) u cratuctruku coTBep 3a MyITUBAPUjaHTHHU aHATHU3U
Ha nogatoun — STATGRAPHICUS Centurion XVI evaluation (Stat Point technologies Inc,
USA.

5. Bo nepuog ox 2 no 15 Anpun 2025 roguHa cpoBeIOBME aHKETa MO e-1oILITa BO
reHerckute gadoparopun Bo P.C. Makenonuja 3a peryjJaTUBHUTE TIPEAU3BUIIM U IPUMEHATa

Ha BU BO Bpcka cO T€HETCKUTE UCTPAKYBabA.

AHKETHHOT NpallaJHUK CE€ COCTOelle O] JBE Mpallarmka MOBP3aHU CO COLMjATHUTE
M0/IaTOLM HAa UCIIUTAHUIIUTE U OCYMHAECET 3aTBOPEHH IMpalllamkha MOBP3aHU CO PETyJIaTOPHUTE
npeau3BUIM U NpuMeHata Ha BU Bo Bpcka CO T€HETCKUTE HUCTpakyBamba BO T€HETCKUTE
naboparopun Bo P.C.M (IIpunor 2). Ilpamannukor Oeme mnocraBeH Ha Google Forms
wiatpopmara u Oemie AUCTpUOyHpaH MO ENEKTPOHCKM MaT Ha JIMYHHM €-aJlpecu WM HU3
COLMjaJIHU MpPEXHU 10 TeHeTckuTe jabopatopuu. BkymHo Oea oxaroBopeHu 39 aHKeTHH

MpaIIATHALHN.

[Toparorure Gea coptupanu u oOpaboTeHH co Kopuctewme Ha Microsoft Excel®

Microsoft. Corp. Redmond, WA, USA) u ctatuctudku copTBep 3a MyITHBApHjaHTHU aHATIA3H
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Ha nojmatouu — STATGRAPHICUS Centurion XVI evaluation (Stat Point technologies Inc,
USA.

6. Cucremarcko npebapyBame Ha eleKTpoHckuTe 0a3m Ha mogartoum 3a EJICU Bo

T€HEOMCKHUTE aHaAJIM3HU BoJjieHu co BU.
7. CTaTUCTHYKA aHAJIN3a

Bo ucrpaxyBamero ke Ouae KOpHCTEHa JECKPUNTHBHA CTATHCTUKA. Pedynrarure of

UCTPaXXyBameTO Ke Ounat tabenapHo U rpadUyKy IpUKaKaHU.
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6. PE3YJITATH

6.1. ETMuykM KpuUTepUyMH 32 T€HETCKO-T€eHOMCKO TeCcTHpame BO OHOETHYKHTE

Mel'yHaApO/IHU JOKYMEHTH

CucTemMaTCKUOT mperiea Ha 0a3uTe Ha MOoJaTOIu HH nane 39 peleBaHTHH U3BOPH CO
coapxuHa ommcka Ha ['T'T Bo onmnoc Ha EJICU, a og HMB OJBOMBME J€BET JOKYMEHTH 3a

IIOHTaMOIIIHA MojeTanHa aHainu3a (Tabena 1).

Tab6ena 1. Anaimsa Ha meryHapoaau EJICU nokyMeHTH MOBp3aHH CO YOBEKOBATa TeHETHKA

Wnentudukaryja JlokymeHT T'oguna

UDHG Universal declaration on the | 1997

human genome and human

rights
oC Oviedo Convention 1997
REI Review of ethical aspects in | 2003

genetic medicine

HGD The International | 2003

Declaration on  Human
Genetic Data

DR Declaration of Reykjavic 2019
MGS Medical Genetic Services in | 2006

Developing Countries
GQA Guidelines  for  Quality | 2007

Assurance in  Molecular

Genetic Testing

APOC Additional Protocol to the | 2008

convention on human rights
and biomedicine, concerning
genetic testing for health
purposes

IBC International Bioethics | 2015

Commeettee
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CenexTupaHuTe JOKYMEHTH CMETaMe JieKa HajIPEeIM3HO TH 33/I0BOJIyBaaT 0a3UYHUTE
€TUYKH MPUHIUITY U JeKa CO CBOUTE COAPKHHH HAjONMCKU J0 PEATHUTE eTHYKH MPUHITUITH 1

Haje,I[HOCTaBHO IIPUMCEHIIUBH:

1. Yuusep3annara aexnaparnuja Ha YHECKO 3a 40BEKOBHOT r€éHOM M YOBEKOBHTE
npaBa (UDHG) oxn 1997 roauna, co mpaBo ce cMeTa 3a KaMEeH-TEeMEJIHUK CO MelyHapoaHaTa
IpaBHA PaMKa 3a €TUYKUTE MPUHIIUITY BO TEHOMCKAaTa MEUIIMHA U TPETCTaByBa OCHOBA 3 CHTE
unaan nokyMmeHTH (198).Toa ox mpuymMHA MTO NENMIHO T'O HAriacyBa BPBHHOT MHTEpEC Ha

YOBEKOBHTE IIPaBa, IOCTOMHCTBOTO M OCHOBHATA cl1000/1a HaJ| OMII0 KOj JPyT MHTEpEC.

2. Konsennjata Ha OBueno (Oviedo Convention — CO) e mpBuUOT MelyHapoAeH
JOKYMEHT CO 00Bp3YyBaUKH KapakTep 3a 3eMjute Kou ro parudukysaa (99). Ho, 3amomkurento
TpebaMe n1a crioMeHeMe JeKa Jocera ro umaar parudukyBaHo camo 27 3emju (199). Co
€JIEMEHTOT JIeKa € 00BP3yBauKu 3a 3€MjUTE KOM IITO ro patuukyBaa ce 100MBa HAa NpaBHA
TEXKWHA, & BO HEro IOCTOjaT JOTOTalll HEIMOCTOCYKUTE KpuTepuymu 3a ,,MIHpopmupaHa
coriacHocT u ,,l'eHeTcko coBeryBame™. O 1 4eKOp MOHANPE KOj IITO BO JIEHEIIHO BpeMe
€ TMpOIIMpEeH, MeryToa 3a BPEMETO Kora OWJI0O TMPOMOBHPAHO JI€Ka T€HETCKUTE TECTOBU

HCKIIYUYHUBO Ou Ouie KOPHUCTCHU 3a 3ApaBCTBCHU LIC/IM MMPETCTABYBAJIO 'OMCM HAIIPCAOK.

3. Ilpernegor Ha €TMYKUTE acMEeKTH BO TreHeTckara meauimHa (Review of ethical
aspects in genetic medicine - REI) o6jasen e og C30 Bo 2003 ronuHa, OIHOCHO MO IIECT
roguau ox OC KOHBEHILIMjaTa M Ce 3aCHOBA Ha YETUPU OCHOBHHU NMPHUHIUIMN Ha OMOETHKaTa
npeioxkenu o Beauchamp u Childres ymre Bo 1979 roguna (aBroHOMHja, TOOPOTBOPHOCT,
He3noOHocT U npasaa) (200). 3emajku ru BO MpenBUJ MPUHLIMIIUTE KOU C€ TEMEJIHU Ha OBO)
JOKYMEHT JIOTUYHO C€ U3BJIEKYBa 3aKIIy9OKOT JIeKa TEMENIOT MYy € OJHOCOT Jiekap- marueHt. Co
TOA HaBJIETYBa BO KAapaKTEPUCTHKHTE Ha MH(OPMHUpaHATa COIVIACHOCT M COBETYBaHETO Ha
NAalMEeHTOT O[] cTpaHa Ha JOKTOpoT. Co OBOj JAOKYMEHT Ce IOCTaByBa WHIMBHIYaTHOTO
o0pa3oBaHUe KaKO KpUTHUYEH (PaKTOp BO Pa3BOjOT HA FEHETCKUTE YCIYTH IITO 3HAYU JIeKa ce
3eMEHH BO TPEABH] COIMjaTHUTE (PAaKTOpW BO pa3WIHO OOpa30BaHW TPYNH BO CMHCOJ Ha
pa3dupameTo 3a MPEAHOCTUTE, PU3UIINTE, OKOTHOCTUTE UTH. TIPENopadaHy 3a N3BPIITyBamkbe HA

ITT.

4. MefynaponHa Jekiapanuja 3a 4oBekoBu reHercku noxaronu (The International
Declaration on Human Genetic Data- HGD) o6jaBena ox UNESCO Bo 2003 roauna tu
YTBpIlyBa MPUHIUIHUTE 3a coOupame, 00paboTKa, KOPUCTEHE U CKIAJAUpare Ha YOBEUYKU

TCHCTCKM MW TIPOTECHMHCKU IMOAATOIM U OMOJIOIIKHU npuMeponu OJ KOM IIpou3JieryBaart
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noaarouure (201). IloenHocTaBeHO HaU3TIIE € €AHOCTABHO HAMEHET 32 MEIUIIMHCKU HAy4YHU
UCTpaXyBarma, HO OOjeKTUBHO HErOBUTE MPHUHLMIIM C€ IIMpPAT U Ha JPyrd o0jactu ox
TeHOMCKAaTa MEANIIMHA BKITy4yBajK1 IT' U BKPCTEHHUTE [TOJATOLN, MOXKHOCTHUTE 33 YHHUIITYBAaHE
Ha OMOJIONIKUTE NMPUMEPONH, (PU3NYKHUTE U ENEKTPOHCKH 3allMCH HAa YOBEKOBUTE T'€HETCKU
ocobeHoCTH, ja yTBpAyBa IMoTpedara OJ CO3JaBambe Ha PETyJaTWBU 3a PEryIupame Ha
npeKyrpaHnyeH Tpanchep, IpOTeOMaTCKU MOJATOM U OMOJIOIIKHA MPUMEPOIH CO LIed Ja ce
IpOMOBHpa MeryHapoJHaTa MEAMLIMHCKA COpadOTKa O] eJHa CTpaHa MCTOBPEMEHO

FapaHTHpajRH ro MpaBUYHUOT IIPUCTAIT 1O TAKBUTC ITIOJATOLH.

5. Hexmapamnujata Ha PejkjaBuk (Declaration of Reykjavic - DR) 3a reHeruka u
MeauIMHA o0jaBeHa o4 MenuuuHcKaTa cBeTcka opranusaiuja Bo 2005 roanHa u axypupaHa
1o kpajot Ha 2019 roguHa, v ondaka eTUYKUTE aCIIEKTH BO MEIUIIMHCKUTE UCTPaKyBamba U
kmHrYKaTa npakca (6). Toj mpucramyBa koH I'TT onx mepcrmekThBa Ha OArOBOPHOCT Ha
JICKapUTe BO TIPETXOHUTE W TMOAONHEKHHUTE (a3d HA TOJKyBamara Ha pPe3yJTaTHTE,
OCBpPHYBQjKH CE€ U HAa HEOUEKYBAHUTE PE3yITaTH, e1adopupame Ha COIP)KMHATA HA TeHETCKOTO
COBETYBam€ CO JEeTalld Ha KapaKTepUCTUKUTE IITO Tpeda Ja T'M COIAPKU MOATOTOBKAaTa Ha

3[PaBCTBEHUTE PaOOTHHUIIM 32 J1a 00e30e/1u mrpoKka HHGOpMHIpaHa COTrIacHOCT.

6. C30 on 2006 roauHa M3rOTBU HM3BEIITA], 3 HUE CMETAME YIAacTBO 32 TC€HETCKHUTE
ycayra Bo 3eMjute Bo pa3Boj (Medical Genetic Services in Developing Countries- MGS)
ondakajku T €TUYKUTE, IPAaBHUTE U COLMJATHUTE UMIUIMKAIIMM Ha TEHETCKOTO TECTUPAamEe U
ckpuHuHT (3). [IpumapHO rO HarjacyBa NPUHIUIOT Ha TaKaHapedyeHaTa AUCTPUOYTHMBHA
IpaB/Ja ¥ BKIy4YyBa COLMjaJIHU Mpalama. FIcTOBpeMeHO ja mperno3HaBa BaXKHOCTA Ha 3aILTUTA
Ha T[pUBAaTHOCTa M JOBEPJIMBOCTA HA TEHETCKUTE TMOAATOIM CO INTO U30erHyBa
JUCKpUMHMHALMja M CTUTMaTH3alyja BO OMIUTECTBOTO. JIOrMYHO mpeTcByBa M3BOpP Ha
AKTUBHOCTH KOM IO OBO3MOXKYBaaT JOHECYBalE€TO Ha OJJIYKHM IPEeKy CO3/1aBalkbe Ha
OpraHM3alyy 3a MOoJpIIKa Ha nmanueHTuTe. OHA IITO € Ba)XKHO Jla CE€ HAIIOMEHE J€Ka BPIIU
MO3UTHBHA aHAJIM3a BO M0J13a Ha Oe30eqHOCcTa M 6IarococTojoara Ha MOSTUHIIUTE HE3aBUCHO
JTaJId ce BO CTAaTyC Ha MalMeHTH WIM Ha UCHHUTAHUIIM, a CETO Toa MpeKy o0e30enyBame Ha
KBAJIUTETOT HA IPOU3BOAMTE U yciyrute. KpajHo, mpousneryBaaT npenopaku 3a nojgoopyBame

Ha kputepuymute Ha EJICH, pa36upnuBo 3a reHOMCKaTa ME/IEUIIMHA 3a 3eMjUTE BO Pa3Boj.

7. Hacoku 3a 06e30emyBame Ha KBUINTETOT PU MOJIEKYJIAPHOTO TEHETCKO TECTUPAE
(Guidelines for Quality Assurance in Molecular Genetic Testing —GQA) o6jaBeHH o0f

Opranuzanyjata 3a eKOHOMCKa copaboTka u pa3Boj ( Organization for economic co-operation
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and development - OECD ) Bo 2007 rox.(202) mpomoBHpaaT MHUHUMAJIHH E€KOHOMCKH
CTaHmapau 3a o00e30eqyBame Ha KBAJIWTETOT HA TPAKTHKUTE BO JIA0OpATOPUUTE 3a
MOJICKYJIAQPHO TEHETCKO TECTHUPAkE U TOA MPEKY YCOTJIACCHOT Ha MEI'YHApOIHUTE CTaHIapAn
3a kBanmuteT ISO 17025 3a maboparopuckure tectoBu (203) kako u 3a akpenurtanujara 1SO
15189 (204) 3a cranmapaute BO MEAULMHCKUTE Jaboparopuu. [IpiuioHecoT Ha OBOj JOKYMEHT
Ce COCTOM U BO MTOTUKHYBAmETO HA MET'yHapOAHATa COpabOTKa, 3r0JIEMYBambETO Ha JoBepOara
Ha OIIITECTBOTO BO MOJICKYJApHUTE T'C€HETCKH TECTHpama, HAJ30pOT BO JIAOOPATOPUUTE,
KBAJIMTETOT BO M3BECTYBaMaTA 3a PE3YJITATUTE M KAKO IIITO MPETXOTHO HABEIOBME CE 0JIECHYBA

U MIPEKyrpaHuvHaTa pa3MeHa Ha MPUMEPOLU U UH(POPMAIIHH.

8. HomonuutenHuoT npotokon ox 2008 roauna ko KonBenmujara na OBueno 3a
T€HETCKOTO TeCTUpame 3a 31paBcTBenu 1enu (Additional Protocol to the convention on human
rights and biomedicine, concerning genetic testing for health purposes- APOC) (205) ro
PO Tab0uyBa OPTHHAITHHOT JOKYMEHT BO JIEJIOT 32 €THYKHUTE U COIWjaTHUTE MIPUHIIMIN Ha
TEeHETCKOTO TecTHpame. ['o 3romemyBa u ro oboratyBa JeJIOT 3a THUIOBHTE Ha MPUMEPOILIH,
M3BECTYBAHETO 32 PU3ULIMTE HA YWICHOBUTE OJ] CMEJCTBOTO, TO 00OraTyBa HEIUPEKTHUBHOTO
TEHETCKO COBETYBaWmE CO INTO C€ MOJ0OpyBa KBATUTETOT Ha YCIYIUTE, Y4€CTBYBa BO
COITACHOCTa HA WHJMBHIYHTEC KOM HE MOXAaT CaMH Jla IO HampaBaT TOa W IO TMOYUTYBa
MPUBATHUOT >KUBOT Ha KOpUCHUKOT (206). BpenHocTa u closkeHOCTa Ha OBOj OTOJIHUTENEH
MIPOTOKOI MOKE J1a C€ COTTie/Ia BO (PaKTOT F'TO caMo IIECT 3€MjU IO MOTHHINAJe U paTu(UKyBae
OBO] JOTIOJIHUTEJIEH MPOTOKOJ. HaBieryBameTo BO MpallameTo 30IITO CaMOTO 3a cedbe Ou
MpeCTaByBaJIO MPEOMIIUPHA aHATTN3a TPTHYBaJKU 01 3aKOHOAABCTBOTO HA 3€MjUTE KOU IITO HE

T'O IMOTIHUIIAJIC U CTABOBUTC HA 'CHCTUYAPUTC.

9. Hajceondarnara myonukaiuja Ha Y HECKO ((International Bioethics Commeettee-
IBC) norexknyBa ox 2015 ronuHa, a BO HETOBUTE pa3MHUCIIyBamba 32 YOBEKOBHOT I'€HOM U
mpaBaTa Ha YOBEKOT T'M UJACHTHU(HUKYBA MeTe TJaBHU €TUYKHU MPUHIUIHU, a UCTOBPEMEHO U
OMIITECTBEHH MPEIU3BUIM: a. MOYNTYBAakE Ha aBTOHOMHMjaTa W NMPUBATHOCTA; 0. MpaBla U
COJIUJIAPHOCT B. paz0Oupame Ha 3/paBjeTo W 00JecTa; T. KyJATypeH, COIUjaieH U €KOHOMCKH

KOHTEKCT Ha HayKaTa; J. OATOBOPHOCT 3a uaHute reHepamnuu (207).

[lepcneKTUBUTE U MPUCTAITUTE BO FOpe HABEACHUTE JJOKYMEHTH JaCHO TM OJIpeyBaaT
TJIaBHUTE TeMH Kou ce oOpabotenn Bo HuB: 1. Knmmandka Hera u omHoc nekap-nanueHnt (OC,
REI, DR); 2. 3amtuTa Ha npaBara Ha nanueHTHTe npeky kBanutetHu ycayru (HGD, GQA); 3.

[Ipernen Ha uHTpaaucHUIIMHApHH npamama 3a EJICU ( MGS, IBC); UDHG u OC o6jaBenu
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B0 1997 roguna ce ocBpHyBaaT Ha MeTyHapoHATa 3arPHKEHOCT 3a IpUMEHaTa Ha HAyYHHUOT U
TEXHOJIOUIKAOT HAMPEIOK BO OJHOC Ha 3/]paBjeTo Ha Jiyfero. M aBaTa MTOKyMEeHTa ce BO BPCKa
CO 3aIlITUTA HA YOBEKOBUTE MPaBa M JOCTOMHCTBOTO 32 BPEME Ha KIMHUYKOTO UCTPAKYBAHE.
Amnanu3zara nmokaxysa jieka JoMuHupaaT eTuukute eementy Ha EJICH, a camo nenumuyHo ce
OJIHECYBaaT Ha MPABHHUTE M COLMjATHUTE €JIeMEHTH. BemHai ce jaByBa mpakTUyHaTa Hjaea 3a
MOT0JIEMO BHUMaHHE M 0Opa0OTKa HA MPABHUTE M COIMJATHUTE €JIEMEHTH KOU IITO CaMo
HaBHJIyM TIOMAJIKy BOKHU O] €THYKUTE. Toa o1 e1Ha cTpaHa of MpUYMHA IITO MOpaaTt Jia ce
3eMaT BO TPEIBHJ IPAaBHUTE U COIHjaTHUTE CHEMU(UKKA Ha CceKoja 3eMja 3apaau
MOYNTYBAKHETO KOH UCTIMTAHUIIUTE U TAIMEHTUTE BO CEKOja MOooAeNHa 3eMja. EnuHCcTBEHO,
CHUTE 3EMjH 3a€JIHO K& MOpa JIa TH OJIpe/aT 3aeJTHUYKUTE TOUKH ITPH TCHETCKUTE UCTTUTYBamba U
JeKyBama IITO K€ MpeTcTaByBa padoTa Ha OMJIMYHHUTE MO3HABAYM HAa €THKaTa, MPaBOTO U
counonorujara. [la, Toa mperctaByBa HaBUAYM HAIoOp KOj IITO MOXeOU Ke 0J3eMe U HEKOJIKY
TOJIMHYU, HO PE3YJTAaTHTE KE T'M MOYUTYBAaT MOJCAHAKBO CHTE 36MjH HE3aBHCHO O]l HUBHOTO
MaTepujaaHo 00TacTBO M XUEpapXHjaTra BO CBETCKHOT MOpenokK. ExHocTaBHO, U OoraTtute U

CUPOMAIIHUTC CEC YOBCYUKU CYHITECTBA.

AHanm3ara Ha JOKyMEHTHUTE KaKo IITO CIIOMEHAaBME BO HajrojieMa Mepa ce OJIHEeCYBaaT
Ha €TUYKUTE Mpaliamba. Bo THe €THYKU eeMEHTH ce HaoraaT KPUTEpUyMHTE ,lipaBa Ha
NalMeHTOT M ,HEeJUCKpUMHHALMja*“ KOM OJAroBapaaT Ha OHOETHYKHMTE NPUHIUIM Ha
JIOBEPJIMBOCT, aBTOHOMHja M HE3JI00HOCT. ,,IIpaBara Ha manueHToT “ ru 00eMHyBa CUTE OHUE
noaBprHatu Ha ['T'T co BaXXHOCT 01 MOMEHTOT KOTa MalMeHTOT K€ CTUTHE BO 3/IpaBCTBEHATa
YCTaHOBA, JI0/IEKa pe3y/ITaTUTE C€ YyBaaT BO MPUHLMUII HEOJAPEIEHO BpeMe WM MaK He ce
YHMIITAT o OWJ0 Koja mpuuuHa. ,HenuckpumuHanmja “ ce oJHecyBa Ha IpaBOTO Ha
UCIMTAHUIIUTE WIM TalWeHTUTEe Ja OuJaT NOJeIHAKBO TPETHUPAaHM BO MJIH BOH O]
3/paBCTBEHATa WHCTUTYLIMja, O€3 orjie[ Ha pe3yiTaTuTe O]l HUBHUTE TI'€HETCKH/TE€HOMCKHU
aQHAJIN3M KaKo IITO € HaBedeHOo Bo M3BemTajor Ha Mel'yHapOJHUOT OMOETHYKH KOMHUTET 3a
OPUHIUIIOT Ha HEAMCKpUMHUHanWja M Hecturmartuzanuja (88). Tyka cmafaat u TpuTte
HNOJKPUTEPUYMH: a. HM30€rHyBamke Ha pPEOYKIMOHHM3aM 3a INpeleHyBambe Ha Te€HETCKOTO
BJIMjaHUE U TOTIEHYBame Ha (PaKTOpPUTE Ha OJHECYBAHETO, NCUXOCOLMjaTHUTE (HAaKTOpU U
’KMBOTHATa cpeiHa; 0. FTeHeTCKa UCKITyUYHUTEITHOCT KOja ce OJHECYBa Ha MOCEOHO paKyBambe CO
TeHETCKUTE IMOJIaTOIM CO OIJIe]] Ha HeroBara Mpupoja Ha o0e30enyBambe Ha HHPOPMAILUU 3a

MOMCHTAaJIHATA WJIK UJJHATa 3PaBCTBCHA COCTOj 0a Ha HHJAUBHYyaTa U HCTOBOTO CCMejCTBO; B.

n30erHyBambe€ Ha CTUTMaTH3alyjaTa Ha WHJIUMBUIYyaTa IOpaad pe3ydTaroT OJf TeCToT,
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damunmjara, rpynara wiu 3aeqHunara. [IpaBara Ha MaNMEHTOT U HEAUCKPUMHUHAIMjaTa Ce

KPUTEPUYMHU KOU MOpa Jia C€ IPUCYTHHU BO TEKOT Ha LIEIOTO UCIIUTYBAHE.

Bo najronem 6poj on aHanM3upaHUTE TOKYMEHTH ce OndaTeH! eTUYKUTE acleKTH Ha
ITT u Toa Bo: UDHG, OC, HGD, DR, APOC, MGS, noxeka REI u IBC ondakaar noeke
KPUTEPHUYMH BO coryjanHara obnact, a CQA ce u3aBOjyBa BO IpaBHaTa 00JIACT MOBP3HA CO

KBAJIMTCTOT U peryjiaTuBarTa.

[Tpu aHanu3uTa Ha JOKYMEHTHTE MOJKE J1a C€ BHJIM JIeKa MMa HEEJHAaKBa 3aCTallEHOCT
Ha npaBHUTE KputepuyMu u nojakpurepuymu. Ha npumep UDGH u OC BkiydyBaaT camo
HEKOU TMPaBHU NOAKPUTEPUYMU KakKo ,,TeCTUpame” U ,3/paBCTBEHa peryjaruBa‘.
Kpurepuymor ,3amTura Ha WHPOpPMALMUTE ce OJHECYBa Ha 3alUTHTa Ha OMOJOIIKUTE
IPUMEPOIH ¥ Ha OMIJIO KaKOB MpHCTAN J0 FeHETCKUTE MHPOPMALIMU O]l HEOBJIACTEHU CTPaHHU,
KaKO ¥ Ha YHUIITYBaHETO HAa NpUMEpoOUUTe U nojatouurte. KpurepuyMoT ,,TecTupame
0JIpealyBa YCJIOBH MpENnopadanBy 3a u3BeayBamwe Ha ['T'T TecT Ha mauMeHoOT Wi pOJHUHATA,
UCTOBpeMeHO HHPOpMUpajKu 3a 00eMOT W OrpaHUYyBamara Ha TecTOoT. Kpurepuymor
,»3[PABCTBEHA pEryJjiaTUBa “ W Ipylnupa aKTUBHOCTUTE BO KOM IPABHUOT PEryIaTOpEeH U
NPaBOCY/CH arapar Ha CeKoja 3eMja Mopa Jla MHTEpBEHHpA 3a Ja ce 00e30e1 KBAUIUTETOT U
BepogoctojHocta Ha ITT TecroBure. Bo GQA u IBC ce cpekaBa M KpUTEpUYyMOT

»KOMepIMIu3aIuja “ ¥ Toj ce oJHecyBa Ha 00e30eyBame Ha yciayru u npousBoau Ha I'T'T.

JuctpuOyTuBHATA IpaB/ia U KpUTEPUYMUTE 3a IPUCTAIl U COONIITYBAaKkE HAa TeHETCKUTE
uHpopMalMu crafaar BO COLMJaTHOTO Tmoje. ,,I'@HeTcko coBeTyBame“ TI'M ONMIIYBa
KapaKTEepUCTUKHUTE Ha TAKBUTE COBETU — HEJIMPEKTUBHU, LIEJIOCHHU, CO €HOCTABEH ja3UK, KOU
3IpaBCTBEHUTE PabOTHUIIM Tpeba Ja TW CHpPOBENAT BO pazNuyHUTE (Da3u HA TECTUPAIHETO
JI0JieKa He TW pelaT CUTe COMHEXM IITO MOKE Jla TM MMaaT MAalMEeHTUTE /UCIMTAaHHUIINTE.
Kpurepuymor ,,00yka““ BKiyuyBa o0yka Ha KBaTM(HUKyBaHM YOBEUKH PECYpCH BO OBaa 00JacT,
JMCUMUHAIM]a Ha TIOBP3aHHU aKTUBHOCTH BO Pa3IMyHU c(epy Ha ONIITECTBOTO, TOCTAITHOCT Ha
MH(}OpPMaIIH 32 TEHETCKO TECTUPAE MPEKy MHCTUTYLIMUTE BO 3eMjaTa Kako U Of] aKaJIEMCKUTE
U TpafaHCcKM opraHuzauuu. Kputepuymor ,u3BecTyBame 3a pe3ylTaTH ce OJHecyBa Ha
MOCTANKUTE CO KOM 3/IpaBCTBEHUTE PAOOTHUIM I'M COOMINTYBAaT PE3yJITaTUTE O] TECTOBHUTE,
NOBpaTHUTE MH(OPMAIMM U aJpecupaaT HEOUYEKyBaHM HAOJU 10 MAIMEHTHUTE, a BO HEKOU
Clly4ad W JI0 HUBHUTE CEMEJCTBA IITO [ToMara BO 03HaYyBamk€ Ha IpaHMIlaTa 3a J1a ce u30erHe
TeHEeTCKH AeTepMuHu3aM. Kputepuymor ,,ipucTanHoCT ja HCTaKHYBa BaKHOCTA 3a U3HAOTambe

HaunHU Ha Ko I'TT TecToBHTE Ke 6I/I,I[8.T JOCTAITHM Ha 11cjiara HonynauﬂjaTa.
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6.2. Pe3YJ1TaTH 0 AaHKeTaTa 3a €THYKHTC CTaBOBH H CTHYKHUTEC IMIOCTAIIKH HAaA

BpadoTeHnTe BO reHeTckuTe Jjaboparopun Bo P.C. Makenonuja.

@OUHATHUOT MpalIaIHUK T'O OAroBopuja 34 WCIHUTAHUIM OJ T'€HETCKUTE JadOpaTopHH Ha
teputopuja Ha P.C. Makenonuja. JlemorpadcknoT npodu Ha HICIUTAHULIUTE € IPETCTABEH BO

Tabena 1.

On BxkyniHHOT 0poj 79.4% ce on xenck, a 20.6% o mamiku noi. Bo Hajronem nponent 32.4%
ce Ha Bo3pact ox 41-50 roguny, a HajManky 8.8% HaJ meeceT roJuIIHa Bo3pact. Bo Hajronem
O0poj ce co BHCOKO oOpazoBanue 23 (67.6%), 10 (29.4%) ucnuraHuny ce co 3aBpILICHU
JTOKTOpCKU cTtyauu, a camo 1(2.9%) e co cpemno oOpazoBanue. Bo omHoc Ha paboTHara
no3unja 21(61.8%) ox uciuranuuTe ce ucrpaxkysaun, 7 (20.6%) ce Ha mo3uIMja MeHanep,
a 6 (17.6%) ce na mosunuja yrabopantT. Bo ogHOC Ha pabOTHOTO MCKYCTBO BO oOjacrta Ha
MoJleKynapHaTa renetuka 8 (23.5%) on ucnutaHuIUTE UMaa UCKycTBO o1 6-10 ronuuu, a co
€IHaKOB OpOj ce 3acTaneHu U UCTUTAaHUIIUTE CO paboTHO UCKYCcTBO o1 21-30 rogunu. Hajroem
e Opojot ox ucnuranuute 9 (26.5%) co padbotHo rckycTBO 04 0-5 roanHU, a HajMal € OpojoT
on ucnuranunutre 2(5.9%) xom ummaa wuckyctBo Haa 31 romuna. Cenym (20.6%) on

ucniutanunute umaa 11-20 roguau paboOTHO UCKYCTBO.

TABEJIA 1. IEMOI'PA®CKHU MTPOPUJT HA HCITUTAHULIUTE ( n-34)

KAPAKTEPUCTUKHU n %
noJ

MallIKH 7 20.6%
AKEHCKH 27 79.4%
BO3PACT

20-30 8 23.5%
31-40 6 17.6%
41-50 11 32.4%
51-60 6 17.6%
>60 3 8.8%
HHUBO HA OBPA3OBAHHUE

CpeIHO 1 2.9%
BHCOKO 23 67.6%
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JOKTOp Ha HayKu 10 29.4%
PABOTHA IIO3ULIUJA

nabopaHT 6 17.6%
UCTpaXKyBau 21 68.8%
MeHanep 7 20.6%

PABOTHO NCKYCTBO BO MOJIEKYJIAPHA 'EHETUKA

0-5 roguan 9 26.5%
6-10 roguan 8 23.5%
11-20 rognuu 7 20.6%
21-30 ronpuan 8 23.5%
>31 roguHa 2 5.9%

6.2.1. PesyaraTu o ABaHaeceT cieU(PUYHM NPALIAKA O/ NPALIATHUKOT :

6. AN MUCJTUTE OEKA MOJTEKYNAPHOTO MEHETCKO UCTPAXYBAHSE
MPETCTABYBA YHUKATEH ETUHYKW MNPEOAN3BMK BO OAHOC HA APYTUTE NCTPAXYBAHA?

34 responses

fa 31(91.2%)

He 3 (8.8%)

Ha npamamero ,,/lanu Mucnure geka MOJIEKYJIapHOTO-TEHETCKO UCTPAKyBame MIPETCTaByBa
?, 31 (91.2%
YHUKaTE€H €TUYKU NPEJU3BUK BO OJHOC Ha JIpYyTrHUTEeEe HCTpaKyBambjba?, 2%) on
UCIUTAHUIIUTE OATOBOPWIIE JI€Ka TEHETCKOTO TECTHpPAmEe CE€ pa3JIMKyBa OJf JApYTruTe
UCTpaxyBama, a 3 (8.8%) nexka MOJeKyIapHOTO-T€HETCKO HCTpaKyBame HE IpeTCTaByBa

YHUKATCH CTUYKHU NPCANU3BUK.
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7. AN BALLATA NABOPATOPUJA UMA TTPOTOKOJTN 3A 1A CE OBE3BEN
JOCTOMHCTBOTO HA MALMEHTOT?

34 responses

33 (97.1%)

He 1(2.9%)

He cym curypen/a 0 (0%)

3a mpamamero ,Jlanmu Bamara jgabopaTopuja MMa IMPOTOKOIM JAa ce 06e30eau
JOCTOMHCTBOTO Ha MAIMEHTOT?* ckopo cuTe ucnutanuuu wiu 33 (97.1%) oarosopuiie co 1a,

a camo ezneH (2.9%) oaroBopuii Jeka Hema.

8. KAKO CE JOBUMBA MHOOPMWPAHA COIMTTACHOCT BO BALLATA JTABOPATOPUJA
3ATEHETCKO TECTUPAHSE WITN YYHECTBO BO UCTPAXYBAHSE?

34 responses

JIn4HO co NrcmeHa cornacHocT 29 (85.3%)

YcHa cornacHocT 3 (8.8%)

TenedoHckn[—0 (0%)

,D'VIFVITBJ'IHE COrMacHOCT Npeky

0 (0%)
ereKkTpoHcka nnatgopma

He 3Ham 2 (5.9%)

Ha mpamameTo ,,Kako ce mobuBa nadopmupana coriacHOCT BO BaiaTa 1abopaTopuja
3a TEHETCKO TECTHpame WM Y4YecTBO BO HcTpaxyBamwe?, 29(85.3%) on ucnuTaHuuure
OJITOBOpUJIE JIeKa MH(POPMHUpaAHATa COTIACHOCT CE T0OMBA JIMYHO CO MUCMEHA COTJIACHOCT, a 3

(8.8%) onroeopuiie aeka ce J00MBa CO yCHA COTTIACHOCT.
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9. AANW BALWLWATA NABOPATOPUJA HEKOTALL CE COOYMIIA CO NMPEAMU3BULIA
BO OPXXYBAHSETO HA [JOBEPJTMUBOCTA HA TEHETCKUTE UHOOPMALINA?

34 responses

Oa 9 (26.5%)

He 25 (73.5%)

Ha npamramero ,,/lanmu BamaTa 1abopatopyja HEKOTail ce COOYHIIa CO MPEIU3BHUIIU BO
OJIP)KYBaeTO Ha JOBEpIMBOCTA Ha TreHeTckuTe uHpopmanuu?“ Hajromem 0poj ox
ucniutanunure 25 (73.5%) onroBopuie neka ce cooumna, a 9 (26.5%) neka He ce coouuna co

MNpeaAnu3BULIM BO OAPKYBAKBLCTO HA JOBCPJIIMBOCTA HA TCHECTCKUTEC I/IH(1)OpMaI_[I/II/I.

10. KAKO ' IOCTABYBATE PE3YNTATUTE OL1 FTEHETCKWUTE TECTOBW HA MALUMEHTUTE
Ol BALLATA NNABOPATOPWUJA?

34 responses

[VpekTHO, NM4HO 29 (85.3%)

Mpeky e- maun 3(8.8%)
TenedoHckn 1(2.9%)
Mpeky oBnacTeH AocTaByBad 0 (0%)
[pyro 1(2.9%)
0 10 20 30

Ha mpamameto ,,Kako ru mocraByBare pe3ynTaTuTe O] T€HETCKHUTE TECTHpama Ha
nalMeHTuTe o7 Bamarta jaboparopuja? 29 (85.3%) ox McCIUTAaHUIMTE OArOBOpPHMIIE JIeKa
pe3yaTaTuTe TM JIOCTaByBaaT JAMPEKTHO, JUYHO, 3 (8.8%) mpeky e-Mamil, el1eH HCIHUTaHHK
(2.9%) npeky Tenedon, a eneH (2.9%) oaroBopui eka pe3yJaTaTUTe ce UCIIopadyBaat Ha Ipyr

Ha4YuH.
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11. JATIN BALLATA JTABOPATOPUJA MMA OBJTACTEHO JIMLE 3A KOHTKAT CO
NCIMMNTAHNKOT?

34 responses

fa 24 (70.6%)

10 (29.4%)

He

15 20 25

o
[&)]
_
o

Bo oanoc Ha mpamameTo ,,/{anu Bamara 1abopatopurja ©Ma OBJIACTEHO JIMIIE 32 KOHTAKT
co ucnutanukot*, 24 (70.6 %) on ucnUTaHULIMTE OArOBOpUIe Ieka uMa, a 10 (29.4%) nexa

HEMa.

12. KOJ CUCTEM O KOPUCTW BALLUATA JTABOPATOPUJA 3A YYBAHE HA TEHETCKUTE
NnogAToLUN U SATTMCU?

34 responses

Basa Ha nopatoum Bo
NHCTUTYUMjaTa

25 (73.5%)

3anucu GasupaHu Ha xapTuija Bo

: 9 (26.5%)
UHCTUTYLMjaTa

15 20 25

(=]
w
=y
[w]

Kako oxrosop nHa mpamameto ,,Koj cucteM ro xopuwcTtH Bamiata Jiabopatopuja 3a
YyBame Ha T€HETCKUTE MOJATOIH U 3amucu?®, Bo Hajroiaem mporeHT 25 (73.5%) oarosopuie
JieKa TeHEeTCKHUTE MOJaTOLHU U 3alliCh ce YyBaaT BO 0a3a Ha IMOJaTOIM BO MHCTUTYIHMjaTa, a 9

(26.5%) onrosopuiie ieka 3alMMcUTe ce yyBaar BO (hopMa Ha XapTHja BO HHCTUTYIHjaTa.
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13. AU NMPAKTUKATA HA BALLATA JTABOPATOPWJA E N0, BIMJAHWE HA MEF'YHAPOOHUTE
ETUYKW YITACTBA?

34 responses

26 (76.5%)

Camo Bo ogpefieHn cerMeHTu Bo

0,
paBoTetbeTo 6 (17.6%)

BoonuwTo He

Bo oxnoc Ha npamameTo ,,Jlanu npakTukara Ha BaiaTa Ja0opaTopuja € 1oj BiujaHue
Ha Mel'yHapoJHUTEe €THYKH ymaTcTtBa?®, oaroBopure 6ea pasnuuHu u Toa: 26 (76.5%) on
WUCIUTAHHUIIUTE OJITOBOPHJIC JIeKa MpaKTHKaTa Ha JiabopaTopWjaTa € TIOJ BJIMjaHUE Ha
MeI'yHApOJIHUTE C€THYKH yrnarcTBa, 6(17.6%) onaroBopmie jaeka jgaboparopujara camMoO BO
OJIPEJICHH CETMEHTH BO pabOTEHETO € MOJBIMjaHNne Ha Mel'yHapOJHUTE €TUYKM yNaTcTBa, a
2(5.9%) oaroBopuie ieka MpakTHKaTa Ha jJabopaTopujaTa BOOMILTO HE € IOJ BIMjaHHE Ha

Mel'yHapOJAHUTE €TUYKH YIIaTCTBA.

14. JANN TPEBA OA UMA EAYKALMJA HA HACENEHUETO 3A MOJTIEKYTAPHOTO N'EHETCKO
TECTUPAHE?

34 responses

31 (91.2%)
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Ha npamameto ,,Jlanu Tpeba ma mma enykamnuja Ha HACEICHUETO 332 MOJEKYJIApHO
reHETCKO Tectupame?®, peurcu cute ucnuranunu 31 (91.2%) oxroBopuie MOTBpPAHO, a

3(8.8%) oarosopuiie eka He € MOTpeOHa eayKaluja.

15. AN TPEBA OA UMA NMOOOBPO PELLABAHE HA ETUMKWTE MPALLUAHSA BO
MOJIEKYJTAPHATA TEHETUKA?

34 responses

28 (82.4%)

0

[Toronemuor Opoj ox wucrnuranuiute 28(92.4%) oaroBopuie Jaeka ce MOTPEOHU

10 20 30

JIONIOJTHUTEIIHA CO3HAHMja BO OOJjlacTa Ha NMpHMEHAaTa Ha €THYKUTE HOPMH KOHM IITO C€ BO
ynotpeba moceGHO BO pa3BUEHUTE 3eMjH, a 6(17.6%) cmeTane aeka Hema oTpeda 3a moJ00po

peiraBamkEe HA CTUYKUTE MTpallakba BO MOJICKYyJIapHaTa reHETUKaA

16. OATTN BALLATA TABOPATOPUJA HYOW NOAAOPLUKA NI COBETYBAHSE 3A NMALUMEHTK
KOW MPUMAAT BOSHEMWPYBAYKWU TrEHETCKW MHOOPMALMIA?

34 responses

fa 21 (61.8%)

He 13 (38.2%)

0 5 10

15 20 25
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Ha npamamero ,,Jlanu Bamara rabopaTopyja HyU MOIPIIKA WIA COBETYBamkE HA MAUEHTH

3

KOM TpuMaaT BO3HEMHUpPYBauku reHercku uHpopmarmu °°, 21(61.8%) on ucnuranumure

OJIFOBOPHJIE JIeKa MOJp)KyBaaT COBETyBame Ha manueHture, a 13(38.2%) oarosopuiie neka

HEMaaT MEXaHHU3MH 3a MOApIIKa 3a MaAIUCHTUTEC.

17. BO CJTYYAJ HA TNOBAJTHA 3[JPACTBEHA 3AKAHA, OAJTU TPUXXNTE 3A JABHOTO 3[0PABJE
TPEBA OA TW HAOMWHAT CTAHOAPOHWTE ETUYKK MNMPAKTUKIA?

34 responses

Cekoraw
[NoHekoralwl 14 (41.2%)

Hukoraw

He aHam

15

Ha nocnenoto mpamame ,,Bo ciaydaj Ha rioOanHa 37paBCTBEHa 3aKaHa, M T'PUXKUTE 3a
JAaBHOTO 37IpaBje Tpeba Jla ' Ha/IMUHAT CTaHJapHUTE €TUYKH IPAKTUKU?, HAJTOJIEMHOT OpOj 011
WCIIUTAaHULIUTE oJiroBopuie moHekoram 14(41.2%), 8(23.5%) nukoram, 5(14.7%) cexorarn, a

7(20.6%) onroBopusie Co HE3HAM.
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6.3 Pe3ysaratu o1 aHKeTHHOT NPAMIAJHUK ,,PeryjaTopHn npeau3sBULIM M NPHMMEHa HA

BeIITAYKA MHTEJIUIeHIIHja BO TeHETCKUTE HCTPaKyBamba“

Ha mnpamanaukor oarosopuja 39 wHCHUTaHUIM KOM c€ BpPaOOTEHH BO T'€HETCKU
naboparopuu Bo PemmyOimnka CeBepHa Makenonuja. HampaBuBMe kKoMIapaija u Kopenaiuja
Mery COIUjaTHHOT Mpo(uil Ha UCTUTAHUIIUTE U HUBHUTE OJIroBOpH Ha 18-Te creuuduunu

npaniamka BO BPCKa CO FT€HETCKUTE TecTupama u BU.

1. Ha Koja paboTHa no3uuuja ce HaoraTe?
39 responses

@ NabopaHTt
@ Vicrpaxysay
@ MeHayep

Hajronem Opoj 01 HCITUTAHUIIMTE CE CO BUCOKO 0Opa3oBaHUE, MPH IITO HAJMHOTY O/
HUB ce€ Ha nmo3uiyja uctpaxysauu - 30 nuna (76.9%), 5 nmuua (12.8%) ce menayiepu u 4 nuna

(10.3%) ce nabopanTu.

2. Konky roguHu nmate paboTHO UCKYCTBO?
39 responses

@05
@ 6-10
® 11-20
® 21-30
@ >31

Bo onmHOC Ha paGOTHOTO MCKYCTBO, BO HAJTOJIEM MPOIEHT C€ CO MCKYyCTBO oa 11-20

rogunau (30.8%), noroa cienar onue co paboTHO uckycTBO o 21-30 rogunu (23.1%), a Bo
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ennakoB npoueHT (17.9%) ce onme co uckycrBo 0-5 rommuu u >31 rogmna. Hajman e

npoueHTot (10.3%) Ha nuna co uckyctBo ox 6-10 roguam.

Bo rpynara na menanepu, 60% ce co padotHo uckyctBo oa 21 no 30 rogunu. Bo
rpynaTta Ha HCTpakyBadH, HajrojeMm mpoueHT, 33.33%, ce co paboTHO mckycTBO ox 11-20

TOJIMHY, a BO TpyIara Ha Jabopantu, foMunupaar (75%) onue co uckyctBo oxa 0-5 roauHu.

3. [lann cMeTaTe ieka ceraluHaTa GopMynaumja Ha coapXXuHaTa Ha MHGOpMMpaHaTa CornacHoCT

e [OBOJIHa 3a CerallHOTO HMBO Ha reHeTCKOTO TeCTUpake?
39 responses

® [a
@® He
@ He sHam

Menayepu HcrpaxyBaun JlaGopantu

W | W
= He
= He 3Ham '

= He = He
= He 3HaMm ' = He 3nam

Hajronem nen ox ucnurtanunure (41%) He 3HaaT Janu ceramiHara (Gopmyrianuja Ha

COJIp’)KMHATa Ha MHQOpPMHpaHaTa COIJIacCHOCT € AoBoiHA, 33.3% oaroBopuie neka HE €, a

HajMmai aen, 25,6%, ce OHMe KOU CMeTaar JeKa € JOBOJHA.

MHuo3uHCcTBOTO 011 MeHaepuTe (60%) oAroBoOpHIIe AeKa COpPKMHATA HE € JIOBOJIHA, CO
mito ce cornacyBaat 30% ox ucrpaxysauute U 50% of nabopanture. J{Bajiia o4 MeHayepure,

onnocHo 40% ox HuB U 43% o UCTpa)KyBauuTe HE 3HAAT Jalld UCTaTa Tpeda Ja ce TOMOIHHU.
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4. lanv nocTou NpaBHa paMKa 3a BKJ1lydyBatbe Ha eKCcrepTu of, obnacTa Ha eTUKaTa 3a

NpPUroTByBame Ha penieBaHTHU LOKYMEHTU U MOY/IM Ha COrNacHocCT?
39 responses

® fa
@ He
@ He 3Ham

Menayepu HctpaxyBaun JlabopanTtu

10%
L] ﬂa ' [ ] Ila
= He = He
" He 3nam = He 3Ham

MHo3uHcTBOTO oA ucnutanuimre (61.5%) He 3Hae Aany MOCTOM MpaBHA paMKa 3a

lﬂa
= He

= He 3nam

BKJIy4yBalh€¢ Ha CKCIICPTH OJ] €CTHKATA 3a IPUTOTBYBALC HA PCIICBAHTHU JOKYMCHTHU U MOJAYJIN

Ha COTJIaCHOCT, a caMo 15.4% o1 HUB TBpJAT JeKa UCTaTa TOCTOU.

On menanepure, 40% (nBe nHIa) CMeTaaT JAeKa HE MOCTOM TaKBa MTpaBHA paMKa, a UCTO
TOJKY HE 3HaaT Jajld BOONINTO Taa moctou. Hajromem nmen ox ucrpaxysauute (70%)
OJICOBOPHIIC JIeKa HE 3HAaT, a MoJIoBHHA o1 TabopanTuTe (50%) ce cliokyBaaT JeKa nMa rpaBHa

PpaMKa 3a OBaa 1CJI.
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5. anu nocToun NpaBHa perynaTuBa 3a faBare Ha HaoguTe o reHeTCKUTe TecTupama

/VCcTpaxyBakba Ha cnuTaHuuuTe?

39 responses

0%

® fa
@ He
@ He sHam
Menagepu Hctpaxysaun JlaGopanTtun
H ]la Hla H/la
m He B He N He
¥ He 3nam B He 3HaMm ® He 3Ham

Oxkony eana nosioBuHa of cute ucnutanunu (51.3%), Ha oBa mpariame 0OArOBOpUIIE

JieKa He 3Haat, a HajMall Jiell o]l HuB, camo 23.1% moTBpauiie AeKa BakBa MpaBHA PETyJiaThBa

IIOCTOH.

Hajronem nen o meHaniepute (60%) ce coriacHu Jeka HeMa IIpaBHA PeryJIaTHBA OKOITY

JIaBalkbeTO Ha HAOAM HA MAlMEHTUTE, Kako U caMmo 23% on uctpaxyBauute. dypu 57% on

HUCTPAXKYBAUYUTEC MMPU3HAJIC NCKA HC 3HAAT. [TonoBuna on J'Ia60paHTI/ITe TBpAU ICKa IMOCTOH, a

Jpyrara nojloBUHa HE 3Hae.
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6. [lanu nocTtou npaBHa pamMKa 3a Ha4yMHUTe 3a npucTan KoH ,D,06VIeHVITE noaartoun o reHeTcKuTe
UCTPpaXKyBarba N FTEHETCKUTE J"IEKYBaI-ba?

39 responses

® fa
@ He
@ He 3Ham

Menayepu HctpaxyBaun JlabopanTtu
®la = la B [la
EHe EHe

¥ He 3nam ¥ He 3nam

m He

® He 3aam

Ha oBa mpamame, 56.4% ucnuTaHuIM OATOBOPHIIC JIEKa HE 3HAAT, a JPYTUTE CE CO

NOoACIICHN MUCJICH:A.

ITo 20% on Menaygepurte (€qHO JWIE) W UCTpaxyBauute (6 JUIA) CMETaaT JeKa
npaBHaTa paMKa 3a MPUCTAIN JO0 MOJATOIM MOCTOW, CO INTO CE CIIOKYBa M TOJOBHHA O]
nabopantute (aBe nuna). Hajronem aen on uctpaxysauute (63%) oaroBopuie co ,,He 3HaM"™,

kako 1 40% on meHayepute U 25% oz nabopaHTHTE.
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7. Danun cmeTaTe [ieKa CeKyHOapHUTe Haoau JJ,06VIeHH CO HOBUTE CeKBEHLMOHUPAYKKN TEXHONOIMN

Tpe6a Ja ce gagaT Ha naumeHTuTe/mcnutaHmunTe?
39 responses

@ [a
@ He
@ He 3nam
Menanepu UctpaxyBaun JlabopanTtu

13,33

% 6
a
= He
® He 3nam

] Ila L] Z[a
= He = He
= He 3HaMm = He 3nam

JomuHanTHO, ucnutanuuure (82.1%), mefy kou curte cnaraaT CUT€ MEHalepu U

MHO3UHCTBOTO oJ] ucTpaxkyBaun (80%) u nabopantu (75%), ce uzjacHume eka CeKyHIapHUTE
Haonu Tpeba Aa uM ce nagar Ha manueHtute. Co Toa HE ce CIOXKyBaaT camMo Jel Of
uctpaxysauute (13.33%), a 6.67% on HuB, 3ae1H0 co 25% oJ1 1abOpaHTHUTE, OATOBOPUIIE JIeKa

HEC 3HaaT JaJIM TOA € IpaBUJIHATa IIOCTAIIKA.
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8. lann cMmeTaTe [ieKa CnyyajHuTe Haoan A06UEeHU CO HOBUTE CEKBEHLIMOHMPAUKN TEXHONOTUM
Tpe6a fa ce AafAaT Ha NaLUeHTUTe/UCUTaHULNTE?

39 responses

® [a
® He
@ He 3Ham

Menagepu

II[a
N He

B He 3nam

Uctpaxysaun
7%
[ | I[a

H He

B He 3nam

JlabopanTtu

II[a
H He

B He 3nam

Hemrro moBeke on monmoBuHa of ucnutanunure (66.7%) cMmeraar aexa JTOOMEHUTE

CJIy4ajHU Haou Tpeba Ja ce Aajar Ha nmauueHTure, 23% He Muciar Taka, a Hajmain jiei (10.3%)

HC 3Haart.

Hajmuory numa oz cute rpynu, ogHocHo 60% o meHayepure, 70% ox MCTpakyBauuTe

u 50% on mabopaHTHTE, OATOBOPHUIIE CO ,,Aa“. OCTaTOKOT O MEHAIepUTE U JAOOPAHTHUTE CE CO

MOJIEJICHH CTaBOBU JeKa He Tpeba WM JieKa BCYIIHOCT He 3Haar fnanu Ttpeba. Jypu 23% ox

UCTpaXKyBauuTe peKJie JeKa He Tpeba CilydajHUTe HA0 I J1a Ce CIOeNaT cO TECTUPAHUTE JINIA.
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9. [lanu ce nounTyBa Bo/baTa M NPaBOTO Ha NOEAMHELLOT Aa OA/lyuu fanu Aa 6ume nHbopMupaH

WKW He 3a pe3ynTaTuTe U nocnefuumnTe of reHeTCKOTO TecTuparbe?
39 responses

® [a
® He
@ He 3Ham

Menayepu UctpaxyBaun JlaGopanTu

" Jla " Jla " Jla
E He B He EHe
W Hesnam | 7% B He 3nam B He 3HaM

W3HenanyBauku Man Opoj o]l UCIIMTAaHUIIUTE, HO CETaK IMoBeKe 0]l OJOBHUHA O] HUB
(64.1%) oxproBopuiie JeKa ce€ IMOYUTYBa BOJbaTa M MPABOTO Ha TMOEAMHEIOT Ja Owuje
uHpopmupaH 3a pesynrarute. Mimeno, 60% on Tue Ha mo3mnuja MeHanep, 66% ox The Ha

HOSI/IHI/Ija HUCTpaKyBad4, U CaMO 50% OJ TUC Ha HOSI/ILII/Ija JIa60paHT CMETaaT AC€Ka BOJbaTa U

MpaBOTO HA HA MOCAUHECIIOT CC IIOYUTYyBAAT.
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10. Jlanv nocTom 3aK0oH/u 3a YyBatbe Ha FeHeTCKM MaTepujan AOGUEH Npu reHeTCKUTe
UCTpa)KyBatba UM FreHETCKOTO NleKyBare?

39 responses

@ [a
® He
@ He 3Ham
Menagepu HctpaxyBaun JlaGopanTu
= Jla ® Jla ® Jla
H He B He B He
¥ He 3HaM ¥ He 3Ham ¥ He 30aM

On ucnuranuuure, 46.2% He 3HaaT Aajd MOCTOM 3aKOH 33 YyBame€ HA T€HETCKHU

MmatepHjai, a HajMai jaen o HuB (25.6%) TBpnaat aeka nocrou. Camo 20% ol MeHayepure

OATOBOPUIIC MOTBPAHO, & OCTAHATHOT ACJI OO HUB € CO MOJACJICH CTaB, OAHOCHO HETHUpAaT UJIN

He 3Haar. Camo 23% oJ UCTpaxyBauuTe U JAypH MoJIoBHHA o1 jJabopantute (50%) u3jaBuie

JCKa TaKOB 3aKOH ITIOCTOH.
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11. Janun nocTon 3aKoHCKa paMKa 3a BpeMeTpaeHeTo Ha YyBaHeTO Ha reHeTCKUTe nogatoun?
39 responses

® [a
@ He
@ He 3Ham
Menanepu UctpaxxyBauu JlaGopanTu
[ | I[a | I[a [ | Z[a
E He ® He m He
¥ He 3Ham  He 3aam ¥ He 3nam

Cxopo nonoBuHa o ucnutanuiute (48.7%), Ha oBa Mpallame OATOBOPUIIE JIeKa HE
3Haat. Hajman nen on ucnuranunure, camo 17.9% ox HUB, TOTBPHO OJrOBOPHIIA, OJ] KOU CUTE
ce WIM Ha MO3MIMja UCTpaXKyBay WM jabopaHTt. Imeno, 20% oxa uctpaxysauute u 25% on
nabopaHTUTE TBPJAT JIeKa 3aKOHCKaTa pamka moctou. Hajromem nmen ox menapepute (60%),
ucrpaxyBauute (43%) u nabopantute (75%) mnpusHane neka He 3Haar. OCTAaTOKOT OJ

meHanepute (40%) oAroBopuiIa HEraTUBHO/OAPEYHO, UCTO Kako U 37% Of UCTpakyBadHTe.
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12. Janv nocToM npaBHa pamMKa 3a TpaHCMapeHTHOCT M AOBEP/IMBOCT BO C/lyyaj Ha Cobupamse,

cKnajuparbe U YyBare Ha nogatoum?
39 responses

® [a
@ He
@ He 3Ham
Menayepu Uctpaxysaun JlabopanTtu
m/a u]la u Jla
H He HHe E He
B He 3Ham ¥ He 3nam ® He 3nam

Ha npamameTo 3a npaBHa pamka 3a TPaHCHAPEHTHOCT U JIOBEPJIMBOCT BO Cly4yaj Ha

coGHpa}Le TCHCTCKH I1OAAaTOIIH, HajMHOFy O JinnaTta OAroBOpHJIC NCKAa HE 3HAAT, OAHOCHO

TpOjIIa O YeTBOpHUIIaTa JlabopanTH, 16 o uctpaxysauute (53%) u enen menayep (20%). Ox

ocranatute, 40% on MmeHayepure, 37% oa ucTpaxyBauute u camo 25% o1 1abopanTuTe (€IHO

JUIIE) cMeTaar Jieka Taa moctou. /[Bajua menanepu (40%) u tpojua uctpaxysauu (10%) ce

CAWMHCTBCHU KO CC PISjaCHI/IJIC JCKa HC ITIOCTOMH.
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13. [lanu nocTom npaBHa paMKa 3a o6e3beayBatbe Ha LieflocHaTa 3allTuTa Ha nogarouuTte?

39 responses

@ [a
® He
12.8% @ He 3Ham
Menayepu HctpaxyBaun JlabopanTu
"l B la B Jla
HHe H He m He
® He 3nam B He 3HaMm ® He 3uam

Mmuo3uncTBOTO (59%) cMeTa Jieka TIOCTOM IpaBHA pamKa Koja o0e30emayBa IeiocHa

3aIITUTa Ha moAatoIiy, o kou 80% on meHaepure (4 ox 5 numa), 57% ox ucrpaxysauute (17

JUIIa) ¥ TIOJIOBUHA O] TabopaHTuUTe (2 muila), 1o/1eKa IpyraTa MOoJOBHHA O] Ta0OpaHTUTE peKIia

neka He 3Hae. Exen on menanepure (20%) ro Herupa mocToemETO Ha TaKBaTa MpaBHA PaMKa,

KaKo U yeTBopula uctpaxysauu (13%).
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14. lanv NocTou Haa30p Ha 6e36eJHOCTa NpM NpeHecyBakbe Ha NoAaToLuTe HaJlBOp 0] 3eMjaTa?

39 responses

® [a
@ He
@ He sHam
Memnayepu HctpaxyBaun JlabopanTu
23,33%
HJla H]la H]la
mHe m He mHe
B He 3nam ® He 3nam ® He 3Ham

23.33
%

Camo 25.6% o UCTIMTaHWUIIUTE Ce W3jacHWIC JeKa uMa Haa30p Ha Oe30eqHOCTa TIpH

IMMPEHOC Ha NoAAaTONU HAABOP O T'PAaHUIUTC HA JApiKaBaTa, JO0JACKaA 20.5% cmeraar JCKa HEMaA.

Nwmeno, enen menapep (20%), 7 uctpaxysaun u (23.33%) nBajua mabGopantu (50%)

OJICOBOPUJIE CO ,,HE™, @ UCTO TOJIKYy MEHAIEPH M UCTPaKyBayu OATOBOpPHIIE CO ,,Ja*. OKomy

nosioBuHata o ucnuranunure (53.8%) He 3HaaT namu BOOIIITO MMa HAA30p, O]l KOW IITO

Tpojua ce meHaniepu (60% on HuB), 16 ce ucrpaxysaun (23.33%) u nBajua ce MaboOpaHTH

(50%).
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15. [lanu nocTomn 3aKOH 3a reHeTCKo coBeTyBanuwite?

39 responses

® [a
@® He
@ He 3Ham
Menanepu UctpaxxyBauu JlaGopaHTu
10%
H]la u [la H]la
®He H He ®He
B He 3aam B He 3Ham B He 3uam

Ha oBa npamame, HajMan aen on ucnmranunute (10.3%), oqHOCHO camo 4 nutia, 1aie

HOTBPJIEH OJATOBOP, IIPH ILTO TPOjlia O HUB ce uctpaxkyBauu (10% ox uctpaxkyBaumre), a €1eH

e nabopant (25% ox nabopaHTuTe). MHO3UHCTBOTO C€ M3jaCHUIIE HE 3HAe, a cCaMO MEHalepu

(60%) n uctpaxysauu (33%) oaroBopuse eka He MOCTOU 3aKOH 3a FT€HETCKO COBETYBAJIMIITE.
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16. lanu nma reHeTcku coBeTHULM Bo PC. MakefoHuja?

39 responses

® [a
@ Hema
@ He 3Ham
Menayepu HctpaxyBaun JlabopanTtu
13%
7%

] ﬂa | I[a ] I[a

® Hema B Hema B Hema

® He 3nam B He 3HaMm B He 3nam

HajMHOFy HUCIIUTAaHUIIU CC CJIOXKWIIC J€Ka MMa TI'CHCTCKHM COBCTHUIIM BO JprKaBaTa

(76.9%) — nypu 80% ox rpymnata Ha MEHallepd U UCTO TOJIKY OJ HCTpaKyBauuTe, Kako U

IIOJIOBMHATa O[] J'Ia60paHTI/ITC. EI[GH O MCHAIICPUTEC U I[Bajﬂa Ol UCTPAKYBAUUTC HErUpaJie,

nonaeka camo 13% ox uctpaxyBaunte (4 auIa) U Apyrara MoJoBHHA O] TJabopaHTUTe (2 JIUIIa),

OJITOBOpHIIE JIeKa HE ce€ MHPOPMHUPAHU.
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17. [LOKONKY MMa reHeTCKM COBETHULIM KONKY ce Ha 6poj Bo BallaTa nabopatopuja?

39 responses

® Hewma
® 15

© 6-10
®>10

@ He sHam

Menagepu

® Hema

ml-5

m6-10
>10

B He 3Ham

Uctpaxysaun

6,67% 26,67% mHena

m1-5
m6-10
>10

B He 3Ham

JlabopanTtu

® Hema

ml-5

m6-10
>10

B He 3Ham

OKOJIy 6pOjOT Ha TCHCTCKHM COBCTHHIH BO J'Ia60paTOpI/II/ITC, I[OGI/IGHI/I CC CIICOHUTC

pesynraru: 64.1% u3jaBuie nexa umaat 1-5 coBeTHUIM, 25.6% pekiie Jeka HeMaaT HUTY ecH

(o1 KoM MEHAIIepH ce TPOjIia, a UCTpaKyBadn ce ocyM), a 10.3% o1 BKyITHATE UCTTUTAHUIIA HE

3HACJIC 1a JaaaT KOHKPETCH OATr0BODP.

On menarzepute, 60% oarosopusie neka umaat o1 1-5 coBeTHuly, a npyrurte 40% pexie

neka Hemaat. Camo 6,67% on uctpaxyBaunte u 50% o nmabopaHTUTE HE 3HAENE Jalu UMa

TeHETCKH COBETHUIM BO jaboparopujarta, moaeka 66.67% ox uctpaxyBauute U 50% of

nabopaHTUTE U3jaBUIie IeKa UMa -5 COBETHUIIN.
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18. Janu reHoMcKaTa MeauLiMHa BO KOMBMHaLMja Co BeluTaykaTta uHTenereHumja (BM1) umaar

noTeHUujan fa ja noao6pat 3paBCTBEHaTa 3allTUTa Ha NalueHTUTe?

39 responses

® [a
@ He
@ He sHam
Menayepu UctpaxyBaun JlabopanTu
= Jla = Jla = Jla
mHe H He m He
 He 30am B He 3naMm ® He 3uam

Hcnuranumure Bo orpomeH 0poj (82.1%) TBpaaT aeka reHoMcKaTta MEeIUITMHA 3a€THO

CO BIITayKaTa MHTCIUT CHLII/Ija nma HOTCHI_[I/IjaJ'I Ja ja HOI[O6pI/I 3ApaBCTBCHATA 3allITUTA, O

KOM cuTe MeHanepu, 24 on uctpaxysauute (80%) u Tpojua on madopanture (75%), nonexa

octa”atute 6 uctpaxysauu (20%) u eaen madopant (25%) oarosopuiie nexa He 3HaaT. Huty

CICH O UCITUTAHUIUTEC HC MOHYAWJI HCTATUBCH OATOBOP Ha OBA ITpamame.
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19. [lann cMeTaTe [leka reHeTCKOTO JieKyBakbe BO KOMBUHauwmja co BM Ke ro Hamanu 6pojoT Ha

NneKapcKu rpewukn?
39 responses

@ He 3Ham

®a
® He
Menayepu UcTparkyBaum
" Jla = Jla
® He ® He
¥ He 3HaM ¥ He 3HaM

JlaGopanTtu

HJJa
EHe

B He 3nam

Hemrro moseke o mosioBuHata ucnutanuim (61.5%) ce cinoxyBaaT co ropeHaBEICHOTO

npaiame, o1 Kou ckopo cure MeHanepu (80%, ogHocHo 4 nuna), 60% ox ncrpaxysauute (18

JUIa) U MOoJOBHHATA oA nadopaHTute (2 nuna). Camo Tpojua oa uctpaxysauute (7.7% on

BKYITHHOT 6p0] Ha I/ICHI/ITaHI/II_II/I) CC CKCIITHUIIM OCKA Ha OBOj HA4YMH K€ Ce€ HaMallaT JICKApPCKUTC

TPELIKH.
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20. lanu cMmeTaTe fieka XymaHaTa KOHTpoJia e arncosiyTHO HeonxofHa npu Kopuctewe Ha BU?

39 responses

® [a
@® He
@ He 3Ham
Menanepu HcTpaxyBauu JIaGopantu
3,33%
H ]la B ]la H ]la
EHe H He H He
® He 3Ham B He 3Ham ® He 3nam

Hcnutanummre ce HajCIOXKHU OKONy oBa mpamame (97.4%), mpu MmMTO CUTE KOH

ydecTyBaa BO MOIOJIHYBamke Ha MPAIIATHUINTE, OCBEH €/IeH NCTPaKyBad KOj M3jaBUII JIeKa HEe

3Hac, CC Y6CI[CHI/I ACKa XyMaHaTa KOHTPOJIa IIPU KOPUCTCHC HA BUe aliCoOJIYTHO HOTpe6Ha.
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7. JMCKYCHJA

Perynupamero Ha MeAMIMHCKAaTa Ipakca TJIaBHO C€ 3aCHOBAa Ha JIOJITOTpajHATa
MEIMIIMHCKA €THKA KOja MPOoU3JieTyBa 0J] XurnokparoBaara 3akiersa 500 1m.H.e, Ha HEj3UHUTE
OCHOBHH TIOCTYJIaTH T.€. IpaBeTe J00po, U30ETHYBajTE MITETA, YyBajTe ja MpodecruoHaIHaTa
tajHa. CoBpeMeHaTa MeIMIIMHCKa eTHKa TI0YHa Op30 J1a ce p3aBuBa 1o Bropara cBeTcka BojHA
MIOBP3aHO CO YOBEKOBUTE IPaBa U CO3aBabETO HA KOMUTETHTE U KoJiekcuTe. Ce poJiu CHITHATa
JOKTPUHA 32 HHPOPMHUpPaAHA COTJIACHOCT M MEIUITUHCKU HHTEPBEHIMH, OUJIO 32 KIMHUYKHU HITH
UCTPaKyBauKH IENI. 3alMCHUIIUTE O]l MCIIUTYBamaTa Bo HupHOepr ce cmeraar 3a jaapo Ha
MoOJIepHaTa €THKAa 3a MEIUIMHCKUTE MCTPaKyBama M IO OTBOPHja MATOT 3a XEJCHHIIKATa
neknapanyja Ha CBeTcKaTa MEIUITMHCKA acollrjalja, Koja 1e (pakTo ce HHCTUTYIIHOHATH3UPA
BO HAIlMOHAJIHUTE 3aKkoHOAaBcta Ha EY. Bp3uoT pa3Boj Ha OWOMeIMIIMHCKAaTa Hayka
UHUIMpale pa3inyHu (HOpyMH Ja 3a3eMaT CTaB 3a 3allTHTa Ha YOBEKOBUTE IpaBa U
YOBEKOBOTO JOCTOMHCTBO. Kako pe3ynrar Ha Toa ce IojaBuja Iuiejajia MHCTPYMEHTH KO Ce
OJTHECYBaaT W Ha TeHETCKOTO TecTupame. bunejku I'T'T ce 3aHrMaBa co YyBCTBUTEIIHU JIMYHU
UHPOpPMALIUU KOU OM MO>KeJIe 3HAUMTEITHO J1a BIIMjaaT Ha )KUBOTOT HAa HCITUTAHUKOT M HETOBOTO
CEMEjCTBO CTaHyBa MMIIEPATHB Jla C€ 3€MaT BO MPEJIBU]] €TUYKHUTE, IPABHUTE U COLIH]aTHUTE

pa3MuciyBama IIpyU HUBHOTO IMIPAKTHKYBAKC.

Co nen ga ru yTBpAMME MapaMaTpuTe TO ru nepuHupaar kpurepuymure Ha EJICH, a
BO Bpcka co I'T'T, aHanmu3upaBMe J1eBeT JOKYMEHTH 00jaBeHU O MeTyHapOJHM OpraHu3aluu

noBp3aHu co npeamerure Ha EJICH.

BummBo e neka Bo eBosynMjaTa Ha 0OjaBeHUTE Mel'yHapOJIHHU JIOKYMEHTH IOCTOM
CHJIHA TIOBP3aHOCT TMOMely €THYKUTe, MpaBHUTE M COLMjaIHUTE MMIUIMKAIMA BO
UCTpaXKyBamaTa Ha YOBEKOBHOT reHOM. ETUYKOTO 1oJjie ro MOTBpAUBME KaKO MOJPIIKA 33 CUTE
aHAJIM3UPAHU JOKYMEHTH, CO OIJIe]l Ha Toa JeKa TPUTE OOJIaCTH ja MCTAaKHYBaaT BaXKHOCTA Ha
3alITUTaTa Ha YOBEKOBUTE IMpaBa M JIOCTOMHCTBO KaKO MPUMAapHU €TUYKU KPUTEPUYMH KOU
BJIMjaaT Bp3 [IpaBHATA U OMIITECTBEHA cpepa. Bo ananu3upanure JOKyMEHTH HarjlaceHo € JeKa
MIPABOTO HAa MAI[UEHTOT U HEJUCKPUMHHALIM]aTa CEKOoTalll MOpa /1a Ce UCIOIHAT U Ja Ce BKITydaT
BO MEXaHHU3MU KOHU € MOTPeOHO /1a ce MPUMEHYBaaT BO TEKOT Ha LIEIHOT MPOIIeC Ha FTeHETCKOTO
TECTUPAakE€ U HUCTpaxyBame. [IpaBHOTO moje € MPUCYTHO BO CUTE JIOKYMEHTH, HO HE €
nojenHakBo 3acramneHo. Ce 3a0enexxyBa Jeka KPUTEPUYMOT, 3JIpaBCTBEHA peryjaTuBa €

HajOMIIMPEH MO COJIP>KUHA M YKaXKyBa JIeKa peryJaTOpHUOT U IPaBOCYTHUOT anapar Ha cekoja
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3eMja Mopa Jla HHTepBEHUpa 3a Ja ce 00e30eau kBanmuteToT u TouHocta Ha I'T'T tecroBute.
CorujaqHUTe KPUTEPUYMH CO CBOjaTa BAKHOCT CE 3aCTAllCHH BO CHUTE JOKYMCHTH, HO CEYIITE

HEAOCTAaCyBaaT OIIIITH HACOKHU 3a HUBHO LCJIOCHO CIIPOBEAYBAKLC.

[lpaBata Ha maIMEHTUTE, HEIUCKPUMHUHAIMjaTa, 3alITUTAa Ha WHGPOPMAIMHTE,
OMOJIOIIKUTE TPUMEPOLIM M T€HETCKOTO COBETYBAIE BO OBHME JOKYMEHTH CE€ MPHOPUTETHU
kputepuymu 3a I'T'T tectupamero. IloceOHO ce HCTakHyBa 3HAUYEHETO Ha TE€HETCKOTO
coBeryBame BO pazinuunute (asu Ha [TT u ce cmera BakeH MHCTPYMEHT 3a HAaBPEMEHO
OTKpHUBaWkE W TPEBEHIMja HAa pazNu4Hu Oosiectu. 3apagu 3rojieMeHa ymotpeba Ha ['TT
TEXHOJIOTHjaTa, CKOpPO JElleHHja TOCIe IO0jaByBalke Ha MPBUTE JOKYMEHTH MPEMO3HAT €
MPUOPUTETOT 3a 3ApaBCTBEHA perynaruBa. [Ipuopurerute 3a 006e30enyBame 6€30€IHOCT Ha
TECTOBHUTE M CEBKYITHUOT KBAJUTET Ha Ja00OpaTOPUUTE IITO UM C€ HyAaT Ha KOPUCHULIUTE Ce
ucTo Taka mpu3Hatd. COONIITYBamETO HA PE3yNTAaTHTE W KPUTEPHUMOT 33 HEOUYCKYBAHU
pe3yaTaTu ce MPUCYTHU BO MOBEKE O aHATM3UPAHUTE JTOKYMEHTH IITO YKa)KyBa Ha HUBHOTO
ronemo 3Haueme Bo ['TT. JacHo ce 3abenekyBa HpPOTPECHBHOCT BO BPEIHYBABETO HaA
npuopuretute Ha Kpurepuymure Ha EJICU mTo e pa3bupnuBo Ouiejku HUBHUOT pa3Boj BO
TEKOT Ha BPEMETO O/rOBapa Ha Pa3UYHU OMIITECTBEHH, KYJITYPHH U €KOHOMCKH OKOJHOCTH
BO paznnuHH 3emju. CorjemyBamara BO aHAIM3HPAHHUTE JOKYMEHTH C€ BO COTJIACHOCT CO
pasmuciayBamwaTa Ha C30 (2003) (208) 3a eTHUKUTE, IPAaBHUTE KPUTEPUYMHU U 32 TEHETCKOTO
coBeTyBame. [IpucranuTe Ha OfjpeyBambETO HA MPUOPUTETUTE MOXKAT J1a OUJAT MOJIPKAHH OJ1

HAallMOHAJITHOTO 3aKOHOAABCTBO CO 3aKOHU, IMTPOIMKUCHU U CAHKIIHH.

Bo oanoc Ha nHpOpMHpaHaTa COrIaCHOCT BO OBHE JJOKYMEHTH C€ BKIYYE€HU BO3PACHU
JMIa CO LIEJOCeH KamalMTeT 3a COIVIACHOCT M JIMIa CO JeNyMeH Win 0e3 KamaluTeT 3a
cornacHocT 3a I'T'T Bo KonBenuujara Ha OBueno ( uneHosu 6-9), Bo ynarcrBara Ha APOC
(unenoBu 10-12) u Bo npenopakure Ha REI 3a aBToHOMMjaTa 1 nH(pOpMUpaHaTa COTIACHOCT
(trabenma 5 oJ OBOj JOKYMEHT). 3a NMpPaBHUOT acHeKT BakHU ce ymarctBara Ha HGD 3a
cobupame, 00paboTKa U CKIIaANpamhe Ha TEHETCKH MOJaTOIH M OMOJIOIIKH PUMEPOLIN KaKo BO
UCTPAXKyBAmbETO Taka M OJ] KOMIIAHUHUTE 33 TECTUPAE, BKIYYHTEIHO M MPEKYTpaHUYHUTE
onepanuu. 3a 00e30enyBame Ha KBaUTeTOT Ha yeinyrure Ha I'T'T npuniunure u Hajnoopute
npaktuku Ha CQA (nmenl, nen2) tpeda na ce HagomnonHat co oHue Ha APOC 3a KBaMTETOT Ha
TeHETCKUTE YCIYTH U KIMHUYKaTa KOpUcT (wieH 5 u 6) u npenopakute Ha IBC, ocobeHo Ha

DTC (u3nanue 121).
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[Tpu ananu3ara Ha JOKYMEHTHUTE coriejaBMe otpeda of perynupame Ha ['TT, mpeky
BKJIyUyBam€ Ha MapaMeTpuUTe Ha OJrOBOPHOCT O 3aCErHaTUTE CTpaHu ( Ap>KaBU U B,
HAYYHUIM, PETyJaTOPHU Tela, €KOHOMCKHU aKTepu U NpOoPUTHU MEAMYMH) KakKo INTO €
criomHato Bo IBC (crpanara 3 u 4) u UDGH ( unen 8). Ox conujaneH aclekT MOXar Ja ce
npes3emat npenopakute of REI ( mornasje 11, nen 2). Bo o1HOC Ha HEOUEKYyBaHUTE PE3yNITATH

MOYaT Jla ce HajaaT ynarcTBa Bo JokymMeHToT DR (ctpana 2).

AHanu3ata Ha JOKYMEHTUTE MMOKaka Jeka Ha BPBOT HA €TUYKUTE KPUTEPUYMH Ce
»lIpaBara Ha manmueHToT u ,HemuckpumuHanmja™, mMTO HE € 3a M3HEHAAyBame, OuaejKu
npaBaTa Ha MalMeHTUTE ja COUMHyBaaT ocHoBaTa 3a cute EJICH mokyMeHTH KOu ce 0JJHeCcyBaat
Ha TEHETCKOTO TecTupame. Bo MpaBHOTO Mojie ce CpPeTHyBaaT KPUTEPUYMOT 3a BaIMHA
ynotpeba Ha I'T'T TecToToBUTE CO IIEJ J1a c€ CIpeur MpeKyMepHara ynorpeda Ha reéHETCKOTO
TECTHpame KaKo Ha IPUMEpP O] JbYOOMUTHOCT WK 0€3 COOABETHA METUIIMHCKA HHANKAIMja 32
TECTHPAmE IITO MOXKE JIa T HaBE/IE MALMEHTUTE JI0 IOHECYBambe Ha IETHH OTYKH KOM MOYKAT
Jla BIIMjaaT Ha HUBHOTO 3/ipaBje. Kako mpHoOpUTEeTHU KPUTEPUYMHU BO JOKYMEHTHUTE C€ 3aIITUTA
Ha uHPopManuUTe, OUOJOIIKUTE MPUMEPOIM M 3ApaBCTBEHaTa 3amrTura. Ha BpBOT Ha
COLIMjAJTHOTO TIOJIE CTOH ,,] €HETCKOTO COBETYBAIMIITE  MOPAAN BaXKHOCTA 332 MOHHUTOPUHT BO
JMjarHO3aTa W JICKYBakETO Ha TEHETCKUTE 3abomyBama u ,,O0yka™ Koja BKJIydyBa jaBHU
HOJUTUKA BO FeHOMHjaTa, 00yKa Ha KBaIM(UKYBaHM YOBEUKM PECYpCH, AMCEMHUHAlMja Ha
MOBpP3aHU AaKTHUBHOCTH BO pA3JIMYHU c(hepy Ha OMIUTECTBOTO, INIHPOKAa JOCTAlHOCT Ha
TeHETCKUTEe MHPOPMAIINHU 32 TEHETCKUTE TECTUPamka NMPEKy HMHCTUTYIIUUTE HA 3eMjaTa KaKo U
0]l aKaJeMCKM M rparaHcku 3apyxeHuja. [IpenopakuTe 3a MOTUKHYBame (QOpMHUpame Ha
UBUJIHY opraHu3aiuu ce npuctanau Bo MGS ( nen 4,5,6) u Bo REI (15,3). Ce 3abenexyBa
CHJIEH IOBUK 32 NIPOMOBUpamE HAa OMOETHMUKOTO OOpa3oBaHHE Ha MAlMEHTUTE M Ha
OMIITECTBOTO, onumanu Bo MGS (4.7) kako u Bu3ujata Ha REI 3a 06pazoBanneTo kako Kiy4
3a eTuukuTe reHeTcku ycayru ( gen 1, nen 3) u 3a npunnunute Ha CQA 3a craHmapauTte Ha

oOpa3oBaHue Ha JJAOOPATOPUCKUOT nepcoHai (1,2).

Ce u3BOjyBaaT TpuU INIaBHU 00JacTH Ha BHUMaHUE U TOA: KIMHUYKA HETa M OJIHOC
JeKap-MalueHT, 3allTHUTa Ha IpaBaTa Ha MalMEHTUTE W POJHUHHUTE, U NPEIHOCTUTE Ha
UHTEPAUCLHUILITUHAPHUOT NMpHoJ. Tue 3aeTHO JONMPHUHECYBaaT 3a 3ajKHYBambe Ha YOBEKOBOTO
JIOCTOMHCTBO, MIPaBa U MPUBATHOCT, a CO LeJ Jla ce M30erHe NUCKPUMHUHAIMja O T€HETCKU
npuunHu. Hajcmabute Touku 3a cripoBelyBame Ha OBHE Oaparma JieKaT BO HAlMOHAIHUTE
3[paBCTBEHH pEryJiaTUBU M TIpell Ce€ OHHME IOBp3aHM CO KOMepliMjajau3anyjata Ha

texHonorujata Ha ['T'T.
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Cure HaOpoeHU MeI'YHapOJHHU JOKYMEHTH CTaBaaT aKIEHT Ha KOJEKCOT Ha OJTHECYBAbE
mTo Tpeda aa To cliefaT HCTPaXXKyBauUTe W JAPYTHTE 3aCeTHATH CTPAHU BO TE€HETCKHUTE
UCTpaXKyBama U Ja TU MOJp>KaT OCHOBHUTE 3aJI05K0U 3a 3a4yBYBam-€ Ha IpaBaTa u 6e30e1HoCcTa
Ha YYECHHUIIUTE BO UCTPAKYBAKETO, KOM UIPaaT IIEHTPaIHA yJIOra BO HCTPaXKyBambeTo 0e3 KOu

HE € MOYKHO UCTPaKyBabe.

Kpurepuymure Ha EJICU nanpemyBaaT Bo 4ekop co TexHosorujata Ha ['TT, HO
napajesiHoO CO Toa ce 3abesexyBa JeKa IMOCTOM 3HauYMTeNHa U Op3a morpeda 3a MeryHapoIHO
ycorjacyBame Ha kputepuymute Ha EJICH xako BO coapuHaTa Taka U BO KBaHTUTETOT.
Wnentuduxysame enex aen ox EJICU kpurepuyMu KOU ke MOXarT Ja ce MpUMEHAT U BO IpyTH

oOJracti Ha OMOMeaUIMHATA.

Ha kpaj, ananuzama na merynapoonume ookymenmu nosp3anu co EJICH nu oasa
3a npago oa npenopauame ocnosume na EJICH cucmemom oa 6uoam npumenemu 60
Hawama 3emja co npumeHama Ha Hawiume cneyuduxu. 3HaA4U, 60 CO2NACHOCH CO
Merynapoonume duoemuuxku 0aparba, KAKO OHUe WOEeHMUPUKY8aHUmMeE 60 CnposedeHama
AHAIU3A MOXMCam 04 NOCAYHCam KakKo Uepcma OCHO6A 3a (opmupare HA HAUUOHATHU

pezyjtamueu Ha NePCORAIUIUPAHA CEHOMUYURA Meduuuua.

Ha ankerHmor mnpamannuk ,KommapaTuBHa aHamm3a Ha ETHYKUTE IMpaBHia |
Nperopakd BO MOJIEKYJIADHO TEHETCKUTE HCTPaXKyBama' CIPOBEACH BO TEHETCKUTE
nabopaTopuu BO HallaTa JIpkaBa, OJroBopHja 34 MCHHUTAHULM, O KOM BO HAJBUCOK MPOLEHT
67.6% ce co Bucoko oOpa3oBanue, a 29.4% ce nokTopu Ha Hayku; 61.1% ce uctpaxynauu,
20.6% menaHyep, a 17.6 % nabopanTcku TeXHUYapy. BUCOKMOT MPOLIEHT Ha UCIIUTAHUIIN CO
BHCOKO 00pa3oBaHME HH JaBa IIOrojieMa KOMIIETEHTHOCT BO CHUTYPHOCTa Ha JOOHMEHHTE
pe3yaTaru.

1. Ha mnpamamero ,/anu MmoneKynapHomo-2eHemcKo ucmpadicyéare npemcmaegysa

YHUKAmMeH emuyKu npeou38uK 60 00HOC Ha Opy2umee ucmpaxicysarna* ‘!

Bo Hajronem mporeHt (91.2%) ox ucnuTaHULIKUTE OJATOBOPUIIE IeKa TEHETCKOTO UCTPAaXKyBaHbe
ce pasiMKyBa OJ JpYrMTe HCTpaxyBamaa, a camo 8.8% JeKka MOJIEKYyJIapHOTO-T€HETCKO
HCTpaXyBame HE MPETCTaBYBa YHUKATCH €THYKH INPEIU3BHK. | €HEeTCKa MCKIYYUTETHOCT Ce
OJIHECYBa Ha MOCEOHOTO paKyBame CO FT€HETCKUTE MOJATOIM CO OrJie] Ha Hej3uHaTa MpHupo/ia
Ha oOe30eyBame Ha WMH(pOpPMAIMM 32 MOMEHTAJHAaTa WM MJIHA 3/paBCTBEHA COCTOjOa Ha
JIMIIETO, HETOBOTO CEMEJCTBO M MOXKE Jla MMa M KyJITYpHO 3Hadewe. Hammre pesynaratu Bo

OJIHOC Ha OBa IMpamamke €€ BO COTJIIACHOCT CO JOMHWHAHTHUTE CBETCKHU CTABOBU ACKA ITCHETCKUTEC
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UCTpaKyBama CO CBOMTE CIeUM(UKU MpETCTaByBaaT MoceOeH BUA HA MCTPaKyBama U TOA €
UCKa)XKaHO M BO IU(PPEHUTE pe3yJTaTH COAp’KaHU BO KOHCYJTHpaHATa CBETCKA JIUTEpaTypa.
Cnopen Annas (1993) Bo cmucia Ha MPUBATHOCT TEHETCKUTE HH(OPMAITUHU CE KAKO U JIPYTHUTE
MeaunuHcku nHGopmaruu. Ho, ciopen Hero nHgopmalmjata coapxana Bo camaTa MOJIeKyJia
Ha /IHK e mouyyBcTBUTENHA OHIIEjKU COAP KM MH(POPMAIIUU KOU ILITO TW HApEKyBa BEpOjaTeH
,AJCH JIHCBHHK Ha TMOEAMHENOT HamuiiaH Bo mmdpa koja coapxku wuHOpmammu 3a
ponutenure, Opakara, cecTpuTe M Jenara Ha noeaunenoT. Cropen Annas moTpebHH ce
cnecuduunu npasuia npu Gopmupame Ha JIHK 6a3u Ha mogatonu, codupame Ha IPUMEPOIU
on JIHK 3a ckimaampame 3a OorpaHHuyBarma 3a KOPUCTEHE Ha MH(pOpMamuuTe JOOUEHH O

npumepouure (209).

AHanu3aTta Ha Melr'yHapOJHUTE JOKyMEHTH nokaxa jaeka npucrtanotr Ha YHECKO ce
CTpeMH KOH TEHETCKa HUCKIy4duTenHocT. UneHor 4 ox MerfyHapoaHara aekiapaiyja 3a
4yoBeKkoBU TeHercku monartoru (International Declaration on human genetic data) 2003,
npuiaBa MoceOHO 3HaUYCHE HAa YOBEKOBUTE T€HETCKU MOAATOIM OUJIejKU: THE MOXKAT Ja Oujaat
NpeIBUUIMBY 32 TEHETCKaTa MPeIuClo3ulja 3a MOEAUHLUTE; THE MOXaT Ja HMaaT
3HAUUTEITHO BJIMjaHHE BP3 YWICHOBHTE HA CEMEJCTBOTO, BKIYYUTEIIHO M TIOTOMCTBOTO KOE CE
MPOTEra HU3 TeHEPAIlMK, a BO HCKOH CITydau W Ha IIejlaTa TpyIa Ha Koja Ipurmara 3acCerHaToTo
JuIe; THE MOXKE Ja coApaT MH(OpMAlMM uYue 3HA4YeHhe He € TMO3HAaTO BO BpPEMETO Ha
coOMpameTo Ha OMONIOIIKUTE TPUMEPOILIN; THE MOKE J1a UMaaT KyJITYpHO 3HA4YEHE 3a JINIa UITU
rpynu; Tpeba Ja ce TMOCBETH COOJIBETHO BHMMAaHHE Ha UYYBCTBUTEIIHOCTAa Ha YOBEKOBUTE
TE€HETCKH MOAATOILN U Tpeba J1a Ce BOCIIOCTaBH COOJIBETHO HMBO Ha 3aIITUTA 32 OBUE TI0IaTOIN
u Ouonomku mnpumepord. Wuctpymentutre mro ru mgane YHECKO ce kopucHu 3a
KpeaTopuTe Ha TONUTHKK OUAEjKM MOXKAaT Ja MOCTYyKaT Kako OJPEIHUIU Tpell HOBUTE
armkanu. BeymHocT The 0ea MOTHMK 3a HAIMOHATHOTO 3aKOHOJABCTBO BO MHOTY 3€MjU
IIMPYM CBETOT, HAKO HE CE TIPABHO OOBP3yBAUKH HUTY IMAK MOXKAT Jia ce paTU(UKyBaaT Kako

TaKBH.

3a Ipyru mak, T€HEeTCKUTe MH(OpMalMM HE C€ MHXEPEHTHO Pa3jIMYHU O] JPYTHTe
BUJOBU YYBCTBUTCIHH MCIAUIMHCKHU I/IH(bOpMaHI/II/I . OHOpTyHI/ICTI/ITe Ha TCEHETCKaTa
UCKITyYUTEIHOCT TBpJ€a JeKa IpallamkaTa KOU TH MOKPeHyBaaT reHeTCKUTe nHpopmammu ce
BCYIIHOCT COCeMa CIMYHU CO OHHME INTO TH TMOKPEHyBaaT APYTrd BUAOBU HA JIMYHU WU
3npaBcTBeHN MHGopmaruu. Gostin 1 Hodge (1999), Murray (1997) tBpaat naexa He MOCTOU
jacHa JeMapKalimja mTo T 0IBOjyBa F'eHETCKUTE TOATOIN O IPYTUTE 3IPABCTBEHH TOJaTOIIH

(210,211). dpyru aBTOpH cMeTaaT JeKa TeHeTCKUTe HMH(pOpMalMU ce MOCEOHU 3aToa ILITO
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JTyreTo ce CKJIOHM Jja I'M TPETUpaaT Kako MUCTEPUO3HHU, KaKO J1a UMaaT UCKIIyYUTEIHA MOK WIN
3HaueHle, a HE 3aT0a ILITO CE Pa3IMKyBaaT HAa HEKO] (pyHIaMEHTAJeH HauuH Of CUTE JIPYTd

BHJIOBU MEUIIMHCKHU MHpopmaruu (212).

Jlyfero MHOTY 4eCTO T CMETaaT FeHeTCKUTE HH(pOopMaIuy TU4HU. [ eHOMOT Ha cexoja
JUYHOCT € YHHUKATeH, HO crecu(UYHUTE BapHjaHTH BO F€HOMOT Ha MOEAWHEIIOT MOXKaT Ja
OuJaT HIMPOKO CHOJEICHH CO OWMOJOUIKUTE POAHMHM WU AypH M HHU3 LelaTa 4YoBeukKa
nomyianuja. OBOj MelIaH KapakTep Ha F€HOMOT- KaKo €AMHCTBEH WHAMBHAyaJeH 30up Ha
IIMPOKO CIIO/ICTICHHU 3a€IHUYKH €JIEMEHTH MY JaBa JBOJHO MPUBATHO U OMIITECTBEHO 3HAYCHEC

1ITo ja 30yHyBa CeKoja AUCKYCHja 3a MOJTUTHUKATA IIITO CE OHECYBa 3a TeHETCKaTa IPUBATHOCT.

['eHeTcKuTE HCTpayBama ja BKIydyBaaT HEroBaTa CEMejHa, COLMjajHa, 0Opa3oBHA
NpyUpoZia M HEj3WHUTE YHUKATHH KapaKTePUCTUKU 3a uAeHTHU(UKanuja. Pesynrarure on
HAIlUTE WCTPaKyBama MOKAXYyBaaT JieKa TI'€HETCKHTE HWCTpaKyBamba HWMaaT CBOU
CIIeCU(UYHOCTH KOH LITO TY O/IBOjOBYBAaT OJ1 APYTUTE BUJOBU HA UCTPAKyBarbha € OPaIH TOa
IITO HABJIEryBaaT A71a00K0 BO CYIITHHCKATa CTPYKTypa Ha eTHa MHANBUAYa. YecTomaTi MoXKaT
Jla ce MCKOPUCTAT MpH Ae(UHUPABETO HA OJPEACHU I'eHETCKH 3a00ilyBama, HH(popMannu 3a
IPEANCIIO3UIMN 32 OJPEACHH 37PaBCTBEHH COCTOjOM KOU CEyIlTe HE ce MaHU(ECTUPAHH, a
HEKOM OJ OBHE HMH(GOpPMAIMK MOXAaT Ja OWAaT HMCKIYYHTEIHO YyBCTBUTEIHU. Toa Ou
OBO3MOXKMJIO MEAMLMHCKO pearupame YHITe Ipel Ja ce IojaBaT MaHU(ecTaluuTe Ha
3a001TyBamEeTO, MTO NMOAPa30Mpa HABPEMEHO NIPEBEHUPALE U JICKYBAhE, IPOIIEHA HA PU3UKOT
oz OoJiecTa 3a YIEHOBUTE Ha CEMEJCTBOTO M M30ETHYBame HAa PUBMIIUTE O] 3a00JyBame Ha

INOTOMIIUTCE.

YHHKaTHOCTa Ha TE€HETCKOTO HUCTPAXYBAKLEC CC OJHCCYBA HAa HHAUMBHUAYAJTHOCTA Ha
TCHCTCKUTC I/IH(1)OpMaI_II/II/I, IMpUCTAaIl U COIICTBCHOCT HA TCHCTCKUTC I/IH(I)OpMaI_[I/II/I " IpuMeponu,
TMCHUXOJIOIIKH PU3ULHU U HOTCHHI/IjaJIHI/I IOTCTHU MMOBP3aHU CO I'pylaTa WKW UHAUBHUYyaTaA. Osue

CIICMCHTHU npnnafaaT Ha COLII/IjaJ'IHI/ITe HUMIIIMKAUU O T'€HETCKUTEC UCTPAKYBakbaA.

Ilpenopaxa 1: 0a ce 3emam 60 npedeud uHOUBUOyaIHUME UHPOPpMAUUU CO 02710 HA MOoa
WMo no ceoume CyWMUHCKU eJleMEeHmu ce pa3iuKyeaanm 00 OCmanamume MeOuyuHcKu

ucmpaiicysarna, Kou 6o 2cojiema mepa npunar’aam 60 ob1acma Ha couujafmama ceepa.

Ilpenopaxa 1.1: /la ce 3mam 60 npeosud unousudyainume uHGopmayuu Kou no ceoume
CYWMUCHKU e/leMeHmu ce pa3iukysaam 00 oCmanamume MeOUUUHCKU UCHPAXCYy8arva

OuodejKu umaam uMRIUKAUUU OCEEH 3d CE2AUHOMO U UOHOMO 30pasje HA UCRUMAHUKOM U
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Ha ujieHoeume Ha Hezcoeomo cemejcmeo. I/Im[)opmauuume Modxcam o0a umaam 2onemu

coyujannu u eKOHOMCKU ROC1e0UlU.

2. Ha mnpamamwero ,,/lanu eawama nadopamopuja uma nNpomokoau oa ce ode3dedu

oocmouncmeomo Ha nayuenmom?

Ckopo cute ucnutanuiy wim 97.1% oarosopuja co ga, a camo eaeH uian 2.9%
OJITOBOpWJI JIeKa HeMa. Bp3 ocHOBa Ha aHKeTaTa HamMTe JaOOpaTOPHH TH IOCETyBaaT
MEXaHM3MHUTE 3a 3alITUTa Ha JOCTOMHCTBOTO, HE3JIO00HOCT, JOOPOTBOPHOCT, aBTOHOMH]A U

npasja.

OO0jeKTUBHO JTOCTOMHCTBOTO € Ba)XKCH €JIEMEHT BO Omoetwkarta. [lommor uwecro ce
MOJI3yBa BO MEI'YHapOJHUTE JOKYMEHTH Kako mTo ce OmnmraTa JAeKiapanrja 32 YOBEKOBUTE
npaBa UN EBporickara KOHBeHIIMja 3a YOBEKOBHTE MpaBa U OuomemuimHara (213,99).
VYHuBep3anHaTa JieKiapaluja 3a OnoeTuka 1 YOBEKOBH MpaBa, Koja hopMyirpa 30up Ha HOpMHU
3a BOJCHE Ha OMOMEICUIIMHCKUTE IMPAKTHUKU IO JO0JENIyBa MPBOTO MECTO HA ,,YOBEUYKOTO
JIOCTOMHCTBO, YOBEKOBHU TIpaBa U OCHOBHHU ciiobonu® (wieH 3, anmuuea 1). U mokpaj Toa mro
KOHCTaTalMjata 3a HEONXOJHOCTAa Ha IIOYUTYBAamHETO Ha YOBEKOBOTO JOCTOMHCTBO €
HECOMHEHO II0CTOjaT aBTOPH KOU LITO CE CIIPOTUBCTaBYyBaaT Ha IOMMOT JIOCTOMHCTBO KaKo ILITO
ce Ha npumep Ruth Maclin, Harris u Sulston moctonHCTBOTO ro HapekyBale ,,0€CKOPHCEH
KOHUENT WM TBpAEJE JeKa JTOCTOMHCTBOTO MOXKE Jla C€ CBeAE Ha Bepba BO 4YOBEKOBaTa
€/IHaKBOCT OJJTHOCHO Ha HJIgjaTa Jla CeKOj MMa MPaBO Ha UCTa TPHIKa, OYUTYBAkE U 3alITUTA
Kako 1 6uso koj apyr(214,215). Merfyroa, KoHCTaTalMjata JeKa MOMMOT JOCTOMHCTBO HeMa
noceOHa MOpaJIHa BPEHOCT HajOIaropedeHo ce YynHu op3ormiera. OBUe KpuTUdapu Kou jac Ou
T'Y HAPEKOJI KPUTH3EPU TH OT(piiaaT nijaaroJuIIHUTe GUI030BCKU MUITYBamwka, M OT(piInie
U COBpEMEHHUTE OMOETMYKM IMOIJIeqM Ha KOHTHHEHTadHuTe EBpomjaHu M ro Herupanie
LEJIOKYTTHUOT KOPIyC Ha MefyHapoAHOTO mpaBo. KpuTuuapure uiam KpUTU3EpUTE HeMmaatr
MOHY/IEHO HUKAaKBU CYIITHHCKH apryMEHTH WJIM JIMHI'BUCTUYKH JIOKA3H JeKa JOCTOMHCTBOTO
MOJKE Jia ce MMOMCTOBETH U Jla Ce CBE/Ie Ha MOYNTYBAamETO Ha aBToHOMHU]jaTa. [locTaByBaj ku ro
TOA Tpallake WU JaBajKu OJrOBOP CO TaKBO 3HAYEHE ce OOMIyBaaT Ja JIOHECaT 3aKITy4OK.
Ho, TakBoTO mocTamyBame He € BO COIJIaCHOCT cO 00jeKTUBHaTa coctojba. Cakajku aa qojaat
JI0 CBOMTE 3aKJIy4yOlLlM TOCTaBYBajKHM camoO Mpallama U MIpaBejku oOua na ro neduHUpaar
MOWMOT JOCTOMHCTBO Ha TAKOB HAYWH HUKAKO HE MOXE J1a JI0j/Ie IO CYIITHHATA Ha TIOUMOT
JTOCTOMHCTBO. 30mTo? CUMIIU(UIMPAJKH TO TTOUMOT JOCTOMHCTBO M TIOMCTOBETYBajKH TO

HCKIIYUYHUBO CO NOYUTYBAKLECTO HA aBTOHOMI/IjaTa BO HI/IKOj CJ'Iy‘IElj HE MOXKC J1a 1aac OAroBOpP Ha
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OMOETHUYKOTO pazOHuparme Ha MOUMOT. BeHam ce mocraByBa MpaameTo —[PUMapPHO BEIHAII
OM ce MOCTaBWIIO MPAIIAkETO KaJIe € TyKa IepCOHANIM3aIMjaTa WM HHAUBHyalTHOCTa? 3apem,
cure Jyfe ce eaHakBu. Kora Toa ro BenmuMe He MUCIMM caMO MOP(OJIONIKH TYKY YIITE TIOBEKe
NICUXOJIOMKHU. Jlamy CeKoj MMa eIHaKBa IMepIeniyja Ha HAJABOPCUIHHTE Ipa30u KOW IITO
noapazOupaar He camo (QH3MUKa TyKy M mcuxosomka? Jlamu cuTe MMaaT UCTO HHMBO Ha
uHTeKIIerennyja? Jlanu cute mmMaar UCTO HUBO Ha eaykanuja ? Jlanu cute uMaaT MCTO HUBO
CMETaHO Ha BOCIHMTAaHUETO HU3 XUBOTOT? Ha KpajoT Ha KpauinTara Jajy CHTE MMaar HCTa
MepIenIrja, TICUXOJIOMKH OATOBOP, OAHOC, PEaKTUOMIHOCT ( (DU3UKO-TICUXWYKA) Ha €/IHA Te
uCcTa Jpa3ba, WM aKo cakaTe MPOBOKallMja BO CEKOj cMucoil Ha 300por. Ox oBa HaKpaTKoO
CIIOMEHATO MHOTY JIECHO c€ Joafa 10 OJArOBOpOT 3a aBTOHOMHjaTa. Ox THE NPUYHHU
CUMILTU(HUIIMPAHO € 00jaCHYBaWmETO KOE IITO T'O JaBaaT HEKOW aBTOPU BO CMHCOJ Ha
MIOUCTOBETYBAKETO MOMEIY JOCTOMHCTBOTO M aBTOHOMHjaTa. Tyka MOXKe Ja ce CIIOMHE U
penuruckara MpUNagHOCT CO OrJIeA JeKa HMCTH Tpallamka MUMaaT pa3jiudyHU OJTOBOPH BO
NOCIMHEYHHUTE pelurun. Jlypru MoXe Jla ce TOCTaBH | MPAIIamkeTo U Ha MpaBHATA PEryiaTuBa
KOja IITO € TOJKY Pa3HOBHJIHA BO Pa3IMYHUTE 3€MjH U KOja MITO (YHKIIMOHHUPA HA Pa3IUIHU
HaunHU. Ho, pa3nuyHuTe MUCIICHA U CTABOBH OCTaBaaT MPOCTOP 32 Pa3MHCIyBamba KOU IITO
Ou T IpUOJIMKKIIE OCHOBUTE Ha Je(UHHIIM]jATa 32 YOBEUYKOTO JOCTOMHCTBO, HO 3a Ja J0jIeMe
JI0 Toa MOTpeOHU ke OuIaT TOAVHM Ha aHAINU3M Of Pa3Iu4HU MPOo(UIN Ha HAYYHO-CTPYUHU
mucnutenu. Ho, jac He rienaMm MOKHOCT 3a yHU(HUKaIM]ja Ha AeUHHIINjaTa 32 JOCTOMHCTBOTO
3eMajKl ja BO BHUJ XyMaHaTa pa3HOBUAHOCT. He3aBHUCHO oja comujanHara, MpaBHATa,
OTIITECTBEHATa U T.H. COCTOj0a BO nmoeAnHu 3eMju. CBenoiu cMe Ha o0uauTe co hopMHUpame
Ha PETHOHAIIHU 3a€IHUIIH IIITO MTOT0JIeM Opoj Ha JTyre 1a UMaaT CIIMYHH WK UCTOBETHU OJHOCH
KOH TIpaIlamkeTo Ha JOCTOMHCTBOTO, HO MO/ CHJICH HAIUJIMB Ha 3aKOHCKUTE M PETUTHO3HU
Mepku. He cakam moBeke /Ja HaBjieryBaMm BO 00JiacTa Ha MOJUTHKUTE OUACJKU Ke ja u3rybam
MOJIpIIKAaTa M MOJAJoraTa Koja IITO MU ja JaBa CIOOOJHOTO pPa3MUCIyBamke BO paMKHUTE Ha
ouoernkara. CMeTaM JieKa HajOJMCKY O BUCTHHATA 3a MOMMOT JIOCTOMHCTBO K€ OCTaHaM HE

U3JIEryBajKH OJ paMKUTE Ha OMOeTHKaTa.

Pa3smucnyBajku 3a JOCTOMHCTBOTO KakO €IHA OJ] HajBAXHUTE OCOOCHOCTH BO
OmoeTHkara, a IpH TOA BO OCHOBATa CYIITHHCKH Jla C€ Pa3MHCIYBa 3a CEKOj IMOSAMHEI] OHIIO
KaKo €IMHKa WK eMHKATa KaKo el O] ToTroJieMa Ipyra Ha eUHKH JjoaraMe 10 11a00unHUTE
JI0 KOja € CTUTHATa HayKaTa BO IITO CEKaKO crara U TeHEeTHKaTa CO CBOJT€ HCTPaKyBama U
Tepanujata. ['eHeTHKaTa BO TOCJICIHUTE JIECETHHA, TIETHACCET TOJAWHH HECOMHEHO HWMa

Haj1a00K TTPOOMB BO MEAMITMHCKUTE HAyKH, @ CO TOA M BO CYIITHHATa HAa YOBEYKOTO
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cymtectBo. Mopa aa ce pa3MucilyBa Ha C€ MOCYNTHJIHOTO IOYUTYBamkbe€ Ha YOBEKOBOTO
JOCTOMHCTBO. Tyka MopaM Ja KakaM JieKa YOBEKOBOTO JIOCTOMHCTBO J00MBa Ha BPETHOCT U
TEXHHA CO eBOJyIIMjaTa Ha YOBEKOBUTE 3HACHa, a T0a Mopa Ja Ouje clIeAeHO CO eBOIylrjaTa
Ha F€HETUYapOT HE CaMO BO HETOBOTO 3HACH-E 3a F'€HETHKAaTa TYKY M 3a 3HaemwaTa Ha ocobaTa
KOja celu CIpOTH HEro M Ha Koja Tpeba Ja M NpYXH MOMOUI WM TPH UCTPaKyBambara
MaKCHUMAJTHO Jia 1o0ue HoBU co3HaHM]ja. Ce mocTaByBa MPAIIambEeTo U JIOTHYHO CE HYAU O/ATOBOP
JTAJIY MPAIIambEeTo WK KOHIIETITOT 33 IOCTOMHCTBO HY/IU Io/171ab0Ka IMOJIora 3a eTHKaTa 3a Koja
FeHeTUYapuTe MpaKTHYapy HE C€ CEeKOoraml CIIpeMHH Ja JeNyBaar MoajJad0Ko BO €THYKaTa
npobnemaruka. Of THE IPUYMHU Ce MpaBaT OOMIU 3a M3EAHAYNYBAkhE Ha JOCTOMHCTBOTO CO

aBTOHOMHU]aTa.

Bo mouTe pasmuciyBama ce 0OMAyBaM INTO TMOBEKE Ja IO M33eMaM PEIUTHO3HOTO
Y4eCTBO BO I'€HETCKaTa paboTa, CTaBajKH ja Ha MHUEAECTal KOPUCTA KOja MOXKE J1a ja uMma

MOCAMHCLOT, I'pylaTta WK 3aCJHUIaTa BO BpCKa CO MCAUIINUHCKUOT 6CH6(1)I/IT.

3a nonob6po pazbupame Ha HjaejaTa 3a JOCTOMHCTBOTO, KOPUCHO € J1a ce MTOBUKaMe Ha
no3narata KantoBa opmMyia koja Beu geka JIyfeTo cexoram Tpeda Ja ce TpeTHpaaT Kako el
cama mo ce0e, a HUKOraml caMoO Kako cpeAcTBO. (216). JJocTOMHCTBOTO TO MpaBU YOBEKOT
He3aMeHJMB. BakBoTo pa30Oupame Ha JIOCTOMHCTBOTO IO OTEJIOTBOpPYBa OapameTro 3a
HEHMHCTPYMEHTAIM3HPAkhE Ha IMYHOCTHUTE, LITO € KPajHO MIPOCBETIYBAYKO BO OMoeTukara. Toa
3Hauu, Ha IpUMep, JeKa HUKO] He Tpeba aa OuJie MoUI0KeH Ha OMOMETMIIMHCKY UCTPaKyBamba
KOM IO CTaBaaT HErOBHMOT WJIM HEJ3MHHUOT >KMBOT BO CEpUO3€H PU3MK WM O€3 HEeroBa WM
Hej3uHa MH(OpPMHUpPaHa COTJIACHOCT, TypH M KOra OJ TOAa MCTPaXKyBamke MOXKE Jla IMpOoH3JIe3e
MHOT'Y BpEJHO 3HaeHe; JIeKa € HempuQaTauBo JIyFeTo BO eKCTpEMHA CHpOMalITH]ja 1a Ouaar
NPUHYACHU J1a TW IpoJaBaaT CBOMTE OPraHM KaKo CPEACTBO 3a U3Jp)KyBame ceOecu Wiu
JIPYTUTE 4JICHOBH HA CEMEJCTBOTO ; JIeKa HUKOj HEMa IPaBo J1a MPOM3BEyBa YOBEUKH KJIIOHOBU
WIN J1a TU TIpeloJipelyBa TeHETCKUTe OCOOMHM Ha JETEeTO 3a Jia TW 3a/l0BOJIM JKeJIOuTe Ha
NOTEHIMjaJTHUTE POJUTENN WM HABOJAHO BO MHTepec Ha ommTecTBoTO. CHTE OBHE Clydau
WIyCTpUpaaT pa3audyHu (OpMHU Ha HHCTPYMEHTAIM3UPakhe Ha YOBEKOBATa JINYHOCT U 3aT0A Ce
MPAKTUKU COIPOTHUBHU Ha YOBEKOBOTO 1OCTOMHCTBO. HanBop o oBue mpuMepH, NOriieoT KOH
YOBEKOBOTO CYIITECTBO KaKO L€ cama Mo cebe Mrpa rojemMa yjora BO CEKOjJHEBHATa
MEIUIIMHCKa TpaKTHKa, HarjiacyBajKd ja YHMKATHOCTAa Ha CEKOj MalUeHT (MCIHUTAaHUK) U

HETrOBUTC MHAWBUAYAJTHU HOTp€6I/I .
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Ilpenopaka 2 : Aemonomujama modxce oa ongpamu nozoaemu zpynu Ha jayre 000eKa nak
00CMOUHCMEOMO € UHOUBUOYAIEH 002080D HA OHA WIMO CAKA 2EHEeMU4apom 0a 20 omKpue

uu j1eKyea npu ceojama paooma.

3. Ha npamamero ,, Kako ce 0oousa ungpopmupana coznacnocm 60 eawiama a1adopamopuja
3a 2eHemcCKo mecmuparse uau yuecmeo 60 ucmpadxcyeare?* 85.3% 0 WCIUTAHULINUTE
OJIFOBOpHIIE JieKa MH(POpPMHUpaHaTa COrJIACHOCT ce J00MBa JIMYHO CO MHUCMEHA COTJIaCHOCT, a
camo 2 wim 8.8% onroBopuiie Jeka ce Jo0MBa CO yCcHa coriacHocT. JloOueHure pesynratu
MOTBpPJyBaaT Jeka HamuTe nabopaTtopuu ja mobuBaar uH(POpPMHpaHATa COMIACHOCT Ha
COOJIBETEH HAUMH, BO COTJIAaCHOCT co cBeTckuTe HopmaTuBu (HupHuOepr, benmont, Xencunku

n.T.H) (217).

XUIMOKpaToBaTa 3aKjeTBa € CICH O] HAjIO3HATHTE I'PYKH MEIUIIMHCKU TEKCTOBH U
HAQjPaHUOT M3pa3 Ha MEIUIMHCKATA €THKa BO 3alaJHHOT CBET, BOCIIOCTABYBajKH T JBETE
TPajHO BXCUKU Hayella Ha MEIUITMHCKA €THKA KOU M JICHEC OCTaHyBaaT CO OTPOMHO 3HAUCHE.
[TpBoTO € MO3HATO Kako: ,,Primum non nocere!, mo mro ciexysa ,,primum est adjuvere” u
COApPKU Oaparme 3IpaBCTBCHUOT PAaOOTHUK CEKOrall jJa T'o UMa Ha yM J00pOTO Ha CBOjOT

ManueHT- Aa I'o 9yBa U IITUTHU 3z[paBjeTo U KUBOTOT!

CneaHoTo Haveno riacu: ,,BomjaTa Ha ManuMeHTOT € BpBeH 3akoH . Ce MHcIu Ha
BPBHHOT 3aKOH BO TIOTJIE]] HA JIEKYBAETO, T.€. MAIMEHTOT UMa MPaBo J1a obdapa, npudatu win

on0ue nexyBame (218).

ETukata BO MEIUIIMHCKUTE HUCTpaXkyBama MOJpa3dupa NpUMEHa Ha MpaBWwia H
cTaHaapAu (MOpaJIHU IPUHIIMIIN) TIPH IIAHUPake, UMILIEMEHTAlH]ja, CIPOBEyBambhe, aHAJIN3a

Ha ImoaaTonuTe U O6jaBYBaI-Le Ha PpE3yJITATUTC O MCAULIMHCKUTC UCTPAXKYBakhA.

Hekou ermuku mpoGieMu ce NPUIMYHO JaCHM, KaKO IITO € pa3srpaHUYyBameTO Ha
NPaBUWIHOTO oA morpemHoro. Ho, yecTo oanmyuyyBameTo momery JBe ,,IPaBUIIHOCTU — JIBE
BPETHOCTH KOU Ce€ BO KOH(IMKT €IHM CO JAPYrM HaujayBa Ha noremkoTuu. Ilopamu toa e
HEONXO/HO BOBEIyBame Ha NPOo(EeCHOHATHU cTajapaud Kou Ou Ouie BOAMIKA BO

pa3pentyBameTo Ha €TUYKHUTE MMPOOJIEMH.

Co rmnobanm3aija Ha MEIUIIMHCKUTE HCTPaXKyBama, 3aelHAYKAaTa copaboTkKa Ha
pasindHu 3eMjI/I BO CIIpoOBE€AYyBamaTa Ha MCIAUIMHCKUTE HCTPAXyBamba, MYJITU-HCHTPUYIHU
UCTpaXxKyBama 3a epHuKacHOCTa Ha HOBa Tepamuja, opMupame Ha MEYHApOJIHU MPEXH Ha

BPCAHOCTU HAJIOKyBa BOBCAYBAIC Ha YHUBCP3aJIHU CTHYKU IMPUHOUINN U 3aKOHCKU
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peryjiaTtuBu Ha r100aJIHO HUBO KOU noaACaAHAaKBO Ke I'u 6paHaT HHTCPCCUTC Ha CUTC IOITyJIalluX
U MAJIIUHCKU TI'PyIA, KAKO U OJUTHUTCTOT U IIOUYWTAa Ha OCHOBHUTC YOBCKOBHU IIpaBa 3a CUTC

ayre.

Toa ce mocraByBa Kako TMpaliame Mpe] Ce Mopaad MOKHOCTa 3a HEeIHAKBa
JTUCTpUOYIIMja Ha YYECHHUIIMTE BO CTYAUjaTa, PUUIMTE OJf MEAUIIMHCKOTO MCTPAKyBambe J1a
najgHaT Ha TOBAap HA MAJIMHCKUTE TPYIH U MOIYJIAIMH, 3€MjUTE BO Pa3BOj KOU C& EKOHOMCKH
3aBUCHU I/I/I/IJII/I BO KOM CCyHITC HEMaA HpI/I(I)aTCHO COOABCTHU CTUYKU HOPMH Ha HAIMOHAIIHO
HUBO, O] €HA CTpaHa, JOJCcKa HajuecTo OeHe(UTUTE OJf UCTPaKyBamara ce KOPHCTAT BO

BHCOKO pa3BHeHHUTE 3eMju (219).

Hcropucku TielaHO, OCHOBUTE HA CUTE JEHEC Ba)KE€UYKM IPUHLUIM JexaT BO
HupHOepIKHOT KoIeKC, €TUUKH KOJIEKC TOCTaBEH BO TEKOT Ha CYJICKUTE IIPOLIECH CIIPOBEICHU
Bo Hupnbepr 1946-47 romuHa, a KOj ce OJHECYBa Ha HAI[UCTHYKHUTE 3JIOCTOPCTBA HAJ
YOBEIITBOTO M3BPIICHH O] CTpaHa Ha JieKapH ,, The doctors trials”. Bo KoekcoT ce BKIIyueHH
TIOTOJIEM JIeJT O] ICHEIIHUTE €TUYKH 1M00apyBama Mer'y KOM € H30erHyBambeTO Ha HETIOTPEeOHN
CTpajlama, IMPOLEHYBake Ha PUBMLUTE BO OAHOC Ha MNpUA0OMBKHUTE, 00e30enyBame Ha
3paBCTBEHA TPHIKA 32 YUECHHUIMTE BO CTyJHjaTa, MOTBPAYBambe HA HAYYHUOT KBAJIUTET BO
HCTPaXXKyBambETO M 00e30e1yBabe MOKHOCT YUYECHUIIUTE BO CTYIMjaTa BO CEKOE BpPEME J1a MOKE

Jla JIoHecaT CaMOCTOjHO OJJTyKa J1a Ce MOBJIeYar oJ1 CTyIujaTa.

OcHoBHHOT KoHIEeNT Ha HUpHOEpIIKMOT KOAEKC € KOHIENTOT Ha JOOPOBOIHO JajieHa

COTJIACHOCT 34 Y4YE€CTBO BO CTy,E[I/IjaTa.

N mokpaj jacHO nepuHUpaHUTE yHaTCTBAa 3a €TUYKATE HOPMHU BO MEIUIIMHCKUTE
UCTpaxXyBaba BO HHpPHOEPIIKUOT KoJeKc, 3abenekaHW C€ HHUBHH HEMOYUTYBama MPH

CIIPpOBCACHU MCIUIUHCKH UCTPAKyBakba BO SO-TI/ITC, 60-Tute TOAWHHU.

Bo jyau 1964 roquna, Ha coctaHOKOT Ha CBeTCKaTa MEAUIIMHCKA acollMjallrja OipKaHa
BO XeNCWHKH, NeDUHHUpaHHM U YCBOGHH C€ yHaTcTBa 3a JICKAPUTE€ BO MEIUIIUHCKUTE
HUCTpaXXKyBamkba BO KOM CE€ BKIYYCHH XyMaHU CyOjeKTH, BKIYYUTEIIHO W HCTPaKyBama Ha
UACHTU(PUKYBaHM YOBEUKM MaTepHjaii M MojaTouu - XeJCHHIIKa jAeknapaiuja. OBoj
JOKYMEHT KOHTHUHYHMpPAHO IIO/UJIETHYBa Ha HW3MEHUM U JOnojHyBawma. (OcHoBara Ha
XeJcHHIIIKAaTa JeKIapaiuja ce 6a3upa Ha MPUHIUIIOT: ,,JIekapckara npodecrja u Mucuja e aa

ro 00e30eau 3pasjero Ha yreto™ (31).
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W3Bemrajor Ha belMOHT € eneH OJf HajBaXHHTE JOKyMEHTH Bo ETukara Bo
MEIUIUHCKUTE UCTpaKyBama. OBOj 1oKyMeHT o 1979 ronuna Gemie oAroBop Ha MPUTHCOKOT

HajaBHOCTa " oCyaara 3a CEpHUO3HO JIOIIOTO OJHECYBAKBLEC BO UCTPAKyBamkarTa.

N3Bemrajotr Ha benMoHT 00jacHyBa Tpu 00€IMHYBAYKH €TUYKW MPUHITUIH 32 BOJICH-C

Ha MCIUIIUHCKUTC UCTPAXKYBAYKU TCMU:

HpBI/IOT CTUYKW INPHUHOUII I'O ONKWIIYyBa KOHHOCHUTOT Ha IMOYUTYBAKLCTO HA JIMIATa,
BTOPHUOT CTUYKHU IMPUHIMUII T'O OIMHUIITYBa KOHIICTITOT Ha 6JIaFOIIeT, a TPECTUOT CTUYKHU INPHUHIHAIL

ro ONHUIITyBa KOHIENTOT Ha mpasna (220).

Bo 1979 ronuna, Bo CA/l, cramyBa Bo CuJia 3aKOHCKa peryjaTiBa U YIacTBO 32 €THUKH
MEIMIUHCKH HUCTpakKyBamba KOM Npou3ieryBaar onx bemMonToBHOT wu3BemTaj. OBue
HOPMATHUBH, MOCIEIOBATETHO ce ImpudareHu oj OpOojHU JPYTH 3eMjH, 0cOOEHO OHHE KOU
CIIPOBEyBaaT UCTPAKyBamkEe BO cOpabOTKa co HayuyHU uHCTUTYUuu o CAJl, wiu npennaraat

UCTpaXKyBama MPe/l aMEpUKaHCKUTE HAyYHU (POHOBH.

[TorpebaTta on nepuHMpame Ha €TUYKM HPUHLMIKA BO MEIUIMHATA Ce MPOLIMpHja.
MHTepHannoHaaHaTa MepcreKkTuBa JoBene 0 o0jaByBame Ha ,,JloOpa KIMHUYKA mIpakca:
Cyb6numuHupanu ynarctsa® Bo 1997. JloOpa KiIrMHWYKA MTpaKca MPeTCTaByBa €TUYKH U HAYYHO
KBaJIM(UKYBaH CTaHIap/] CO KOj ce JepUHUPaaT HAUMHUTE Ha JU3ajHUpambEe, CIIPOBEIYBambE U
€BUJICHTHPAkE HAa HCTPaXKyBamaTa BO KOM C€ NpEABHya YYECTBO Ha XyMaHU CYOjEKTH.
VYcornaceHocTa Ha HCTpaXKyBamaTa Co OBHE CTaHIapiu 00e30e1yBa 1oBepOa BO OIMIITECTBOTO
BO CMHCOJI JIeKa IpaBaTa, 0e30emHocta U Jo0OpOOUTOT HA YUECHHUIIUTE BO CTyJHjaTa CE€ BO
COIIACHOCT CO MPUHLMIUTE Ha XEeJCUHIIKaTa JeKjapalrja u JeKa ce BO LEJIOCT 3acTaleHu

(221).

MeryHapoJHUTE €THYKHU YIIaTCTBA HA OMOMEIUIIMHCKUTE UCTPAKyBamkba Pa3BUCHHU O]
ctpana Ha CoBETOT Ha MeryHapoIHU opraHuzanuu u MenuiuHcka Hayka (Counsil for
International Organizations of Medicas Sciences - CIOMS) Bo copabotka co WHO, o6jaBenu

ce Bo 1993 roauna, a HagonosHeTH Bo 2002 roauna (147).

[ToGapyBamara 3a eTHYKa e€Bajlyalldja Ha MPEUIOKEHOTO  HUCTPaXyBame,
uH(pOpMUpaHaTa COTJIACHOCT, UMajKH ja BO MPEABHJ PAHIMBOCTA HA MOEAUHEIOT, TPYIIUTE,
OMIIITECTBOTO WJIM TOIMYJIAIMUTE, )KeHATa KAaKO UCTPAKYBAUKU CYOjeKT, €IHAKBOCT BO OJHOC
Ha TOTENIKOTUUTE WIW MPUA0OMBKUTE, M300POT HA KOHTPOJM BO KOHTPOJHHUTE CTYIHH,

JOBCPIIMBOCTA, HAAOMCECTOIM BO CliIydad Ha MOBPECAN HUJIM HCCAKaHHW ITOCICANIIHN, SajaKHYBaH)e
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Ha HAI[MOHAIHUTE WIM JIOKAIHU KamauuTeTH 3a etnuka eBanyanuja (Etmuxku Komurern) e

0o0Bpca Ha (puHaHCHEepHTE da 00e30e1aT CpeCcTBa 3a HAYYHO-UCTpaKyBaukara paboTa.
OCHOBHHU €THYKH PUHIIUIIH CE:

[TounT KOH NUIaTa KOja BKIydyBa HajMalIKy JABE €TUYKU yOedyBama: MPBOTO JeKa
noeuHIuUTe Tpeba Ja ce TpeThpaar Kako aBTOHOMHM HE3aBUCHHU JIMYHOCTHU CO IMPaBO Ha
CaMOCTOjHO OJJTy4yBam€ U BTOPOTO JIeKa JIMIaTa CO HaMaJeHa aBTOHOMHOCT MMaaT MPaBo Ha
MIOMOIII TIPU OJTyYYBa-ETO 32 HUBOTO Ha 3aIuTHTa. J[a ce moynTyBa aBTOHOMHjaTa Toa 3HAYU
J1a ce Jajie TeXNHa Ha Pa3MHUCIIyBAaKETO M CTABOT 32 aBTOHOMHOCTA Ha JIUIaTa Kako U cJ1000/1eH
n300p 3a HUBHUTE MOCTanku. HemocTaTokoT Ha MOYMT KOH aBTOHOMHOCTa Ha OApeicHa
JMYHOCT 3HAa4YM Ja MY C€ YCKpaTH Ha IMOEIMHELOT MPaBOTO Ha CI000JHO OANyUyBame U
nocramyBame. [IpukpruBameTo Ha WHGOPMANMUTE HEOIIXOTHH 3a JIUIETO J1a IOHECe OJUTyKa,

HCTO TaKa € BO CIIPOTUBHOCT CO CTUYKHUTC HOPMHU.

Cenak, HE CEKOE YOBEUKO CYIITECTBO € CIIOCOOHO 3a camoonpeenyBame. Kamamureror
3a caMOOTIpe/IeTyBamke CO3peBa BO TEK Ha JKMBOTOT Ha €/IHA MHIMBHUAYa, HO HEKOH JIUIA TO
ry0ar oBOj KalaluTeT [EIOCHO WM JIIyMHO 3apaad OO0JIECT, MEHTAJHA TOMPEYCHOCT, HITH
OKOJIHOCTH KOH CTPOTO ja OTpaHuvyBaar ciiodonara. HeorxosHa e 3amruTa 3a jenara v Jiuiara
CO MEHTaJHa TOIMPEYSHOCT CO OJJIyKa OJl CTpaHa Ha OATOBOPHHU JuIa. Meryroa, 3a na ce
3alITHTAT OCHOBHUTE MPaBa Ha YOBEKOBOTO CYIITECTBO, @ 0COOCHO J1a ce n30erHe MprUMeHa Ha
JTUCKPUMHUHATOPCKU KpuTepuyMH, BO KOoHBEHIIMjaTa 3a YOBEKOBUTE MpaBa U OMOMEIUIIMHATA
(ETC No. 164) (99) Bo cTaB TpH ce HaBeJCHH MPUUYUHUTE 30IITO BO3PACHO JTUIE MOXKE JIa ce
CMeTa 3a HECITOCOOHO J1a J1ajie COTIACHOCT CIIOpe IOMAITHOTO 3aKOHOABCTBO, KaKo MITO OU

OuJia MEeHTaJIHA TONIPEYEHOCT, 3a00JTyBamba. WU APYTU CIMYHU IPUYHUHU.

Co numara ce mocTamyBa Ha €THYKM HAYMH HE CaMO CO TMOYUTYBAaWke€ HA HUBHHUTE
OJUTyKH, 3alITUTYBajJKHU TH OJf INTETHU TOCIHeAUIM cOo o0e30enyBalbe Ha HHUBHaTa
Osrarococtoj6a. Bo oBoj mokyMeHT, 1o0OpoOrTa HA YUECHUIIMTE c€ 0A0Mpa BO HEj3MHATA BPBHA
CMHUCIIa, Kako o00OBpcka. Bo oBaa cmucna neduHHMpaHU ce J[IBE€ OMNIITH MpaBHIa KakKo
KOMIUIEMEHTapHHU M3pa3u Ha KOpUCHU akTHUBHOCTU: 1. He miretn u 2. Makcummusupajte ru

MO’KHUTE MPUIO0OMBKH, @ MUHUMHU3UPA]TE€ T MOKHUTE IITETH.

Koj Tpeba ma ru qoOue nmpugoOUBKUTE Off UCTPAKYBAKHETO M J1a TO CHOCH HETOBUOT
teper? OBa e mpalameTo Ha MpaBaTa, BO CMHUCIA Ha ,,IPaBHYHOCT Ha AUCTPUOYIHja* WK
,IITO € 3achmykeHo'. Hempapaa ce jaByBa Kora Ha HEKOE JIUIE My € OJI36MEHO MPaBOTO HA

y4ecTBO 0e3 100pa MpuYrHa WJIK KOora HEMOTpeOHO My c€ HaMETHYBa HEKO] TOBap.
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HctpaxxyBaunTe HE cMeaT Ja I'M MCKOPUCTYBAaT PaHJIMBHUTE Jiyfe uiau 0e3 mobpa

NPUYHMHA 12 UCKITydyBaaT KaHIUIaTH KO MOXKAT J1a ©MaaT KOpUCT of cTyaujarta (14).

I[OHOJ'IHI/ITGJ'IHO nma 12 ocHOBHH IIPUHIIUMIIM KOU CE€ OAHECYBaaT Ha 6I/IOM€I[I/II_II/IHCKI/ITC

HCTpaXXyBamba:

1. CymrtuHcko 3HaYewe — CuTe OMOMEIUIIMHCKH MCTPaXyBamka CO BKIYyUyBame Ha XyMaHU
cy0jektu Tpeba Ja OMaaT arcoxyTHO HEOIXOIHHU U O] CYIITHHCKO 3HAYCHE 110 JOOMBAKHETO HA

pe3yJITaTUTE CO el YHAIIPEAyBambe Ha 3HACHETO U JOOPOOHTA 32 YOBEIICTBOTO.

2. IIpuniun Ha BosoHTHpamke U MHbopMupana cornacHoctT — KOHIIENTOT Ha BOJIOHTEPCTBO U
NOTNHIIYBakhe Ha MHPOPMHUpPaHA COTJACHOCT MOpa Ja c€ INPHUMEHYBa 3a OIIITECTBOTO BO

IIEJIOCT U 3@ CEKOj MHAMBHUyaJIeH YIECHHK.

3. [lpunuun Ha He-ekIuioaTaluja — He3aBUCHO 01 COIIMO-EKOHOMCKHOT CTaTyC U CTETIEHOT Ha
o0pa3oBaHue Ha JUIETO KOe OU ce BKIYYHJIO BO CTY/HjaTa MOpa BO IEJIOCT J1a My CE€ UCTaKHAT

cute OeHe()UTH HO U PU3HIIM OJ] YIECTBOTO BO HAy4HATA CTYy/IHja.

4. lMpunmun Ha [IpuBatHoct u JloBepnuBocT- Cute 3alucy 3a HISHTUTETOT Ha YUECHUITUTE BO
CTyJIWjaTa MoOpa Ja ce 4yBaaT cO JoBepOa, W He cMmear ja ce oOjaByBaar 0e3 COOJBETHO

BAJIMUPAHU HAYYHU U IPABHU IPUYHHH.

5. IllpyHIIMNIOT HA BHUMATEIIHOCT U MUHUMU3HUPakhe Ha pU3UKOT- Ce BOAM COOJIBETHA MPOIIEHKA
U TIPETNa3INBOCT 3a 00e30eayBarbeé MHUHHUMAJICH PHU3UK 34 CYOJeKTHTE BKIYYEHU BO

HCTPAXKYBAKBLTO. Bo HI/IKOj cnyqaj HC C€ JO3BOJICHU HUKAKBU HCIIOBPATHU PU3HUILIU.

6. IlpuHuun Ha mnpodecuoHaNHa KOMIETEHTHOCT — Bo cekoj cerMeHT u Qasza of
HCTPaXKyBamhETO, UCTPAKyBambaTa MOpa Jia TH CIIPOBEIyBaaT KOMIIETCHTHU U KBAIM(PUKYBaHU

Jia1a.

7. IlpyHIIMT HAa OTYETHOCT M TpaHCHApeHTHOCT — McTpakyBameTo Mopa Jia ce CIpOBeIyBa
YECHO, TPAHCIAPEHTHO M HEMPUCTPACHO, a 3aIHCUTE U PE3YJITAaTUTE CE€ UyBaaT BO pa3yMeEH,

I[e(bI/IHI/IpaH Iepuona. Bo CJIydau aKkoO HE€ CC KOpHUCTAT Tpe6a Ja C€ YHUIITAT.

8. Ilpunuun Ha auctpuOyTHBHA mpaBaa- McTpakyBameTo ce crnpoBeayBa 3a OeHepHUT Ha

OeJI0TO OINIITECTBO, @ HE CaMO 3a OJAPCACHA NPUBUIIMTHPAHA KJ1aca.

9. IlpuHUKI HA UHCTYTULIMOHAJIEH 10roBOp — CUTE MHCTUTYLMOHAIIHU apaHXMaHU IITO Tpeba
Jla ce€ HaIpaBaT BO BPCKa CO HCTPa)KyBamETO MOPA Jia C€ HAIIPAaBEHU Ha TPAHCIIAPEHTEH HAYUH

u CBI/IILCHI_II/IjaTa 3a CUTC Tpe6a Ja € IpaBUJIHO OJIp’KyBaHa U 3a4yBaHa.
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10. IMpuHuun Ha jaBeH gomeH- [lo 3aBpiIyBame Ha HMCTPaXyBameTO W €Ballyalujarta,
pe3yaTaTtuTe Mopa aa ce o0jaBaT jaBHO U TOa MPEKY MpeKy 00jaByBambe Ha HAYYHH WU IPYTH

HY6J'II/IKaI_[I/II/I COT'JIaCHO BAXXCUYKHUTC 3aKOHU.

11. IlpuHUIMI Ha LENOCHOCT U OAroBOPHOCT- OATOBOPHOCT € Ha CEKOE JIMIE JTUPEKTHO WIIU
MH/IMPEKTHO BKIYYEHO BO HCTPAXKYBAIETO Jla TO CIEIH, IIOCTOjaHO eBalynpa U Jia IpeB3eMa

MIPEBEHTUBHHU MEPKHU BO ceKoja (haza 0/1 UCTPAKyBabETO.

12. Tlpunuun Ha ycoriaceHocT- CUTe 3aCerHaru Jinia JUPEKTHO WM UHAUPEKTHO BKIYYECHU
BO CTyaujaTa Tpeba HEMMHOBHO Jia TM NOYUTYBaaT YTBPACHUTE MpaBuia, ynarcTBa, HOPMHU U

HACOKH BO HUCTPAKYBAKLTO.

Jexnapanujata Ha CBerckara 3apaBcTBeHa aconujanuja (WMA) ro oOp3yBa JekapoT
co 300poBHTE ,,3/IpaBjeTo U O1arococTojdoaTa Ha MOjOT MAIMEHT ke OMIaT Moja IpBa 3acaya’,
a MefyHapoJHHOT KOJICKC 32 MEIMIIMHCKA €THKA U3jaByBa JieKa ,,JIekapoT Mopa Jia ce OCBEeTH
MPUMapHO Ha 37paBjeTo M Ojarococrojdara Ha MAMEHTOT W JIa TOHYIHW I'prKa BO Hajmobap

MHTEPEC 3a HEro™ .

Co uen aa ce 06e30eau NPUAPKYBAHE KOH MPUHIIUITUTE YTBPACHHU CO OBUE YyMaTCTBa/
MOJIMTUKYA WJIM 3aKOHOJACcTBAa HEOMXOJEH € TMperiie;l W IOCTOjaHO MOHHTOPHpAmE Ha
UCTpaXKyBauKUTe akTUBHOCTU. OIrOBOpPHOCTA 3a 3alllTHTa Ha MpaBarta U 0e30eqHOCTa Ha

YUCCHUIUTC BO UCTPAKYBAKLETO € 3a/]a¥d Ha CTUIKUTC KOMUTCTHU.

Ha 12 jynu 1974 ronuna, Bo CA/l, e moTnuinan u craBeH Bo cwia HanmonamHuot Akt
3a ucTtpaxysamwe. Hanmonamuuotr akt e nen 46 on Kogekcor 3a denepanHu perynaTHUBU:
3amtuta Ha 4yoBeuku cyOjektu (45 CFR 46) u co Hero € oBO3MOXEHO (GopMupame Ha
HAI[MOHAJTHM KOMMTETH/TENa 3a IIeJIOCHAa 3alllTUTa Ha XyMaHUTe CyOjeKTH BO

6I/IOM€I[I/IIII/IHCKI/IT€ HUCTpaXKyBamba.
OcHoBHU JOJDKHOCTH Ha €TUYKHUTC KOMUTCTHU CC:

- Jla ru uaeHTH(UKYBaaT OCHOBHUTE €THYKH MPUHIMIIM HAa KOM Tpebda Ja MOJyIekaT CUTe
OMOMEUIIMHCKY HCIUTYBamba BO KOM CE BKIYYEHH JIyfe WIM MPUMEPOLH Off XyMaHO
TKHBO;

- Jla nedunupaar Hacoku Kou Tpebda J1a ce ciaenar BO CUTE HayYHOUCTPAXKYBAUYKU MPOECKTH

3a 1a 6I/IHaT 3arMma3€Hu OCHOBHUTC €CTUYKU HOPMHU.
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Bo cekoja 3emja HE3BUCHO ce nedUHUPAAT ETHUYKH KOMUTETH KOU CE KOHCTUTYHUPAHH
KakKoO [OpXaBHH, PpCryjJaTopHd TeEla HWJIM HHCTUTYUHOHAJIHW BO PAMKHTC Ha 6OJ1HI/ILII/I,

HUCTpaAXYyBaYKH MHCTUTYIUUU U YHUBCP3UTCTHU.

ETHYKHOT KOMUTET € HE3BHCHO TEJIO COCTABEHO OJ1 MEAMIIMHCKU/HAYYHH CTPYYHH JIUIA
¥ HEMEJWLMHCKU 4YICHOBHM OJTrOBOpPHH Ja o0e30enaT 3amTHTa Ha MpPaBOTO, Oe30eqHOCTa U
Oyrarococtoj0aTa Ha YOBEUKUTE Cy0jeKTH BKIIYUCHH BO UCTPaKyBamkETO U JaBHO Ja o0e30enar

CUT'YPHOCT M 3allITUTAa HAa BOJIOHTCPUTE BKIIYUCHH BO CTy,Z[I/IjaTa.

MenuuuHCKUTE UCTpaxKyBamba KOW BKIydyBaaT Jyre Mopa Jia T CIpOBEAYyBaaT camo
JIUIIa KOU CE CO MO3HaBamEe Ha COOJIBETHA €THKA M Hay4HO oOpa3oBaHue. J{a uMaat mo3HaBame

3a COIII/IjaJIHI/ITe U KYJITYPHHU ACIICKTHU HaA MOITYJIAIMUTEC BKIIYUCHU BO UCTPAKYBambaTa.

Ja ru 3amrurar npasara, 6e30e1H0OCTa U JOOPOOUTOT HAa YUECHUIUTE, CO aKIICHT Ha
paHJIMBUTE TPyNH Ha HMCIUTAHUIM, Ja CIPOBENAT KOMIUIETEH Nperjie]] W eBalyaluja Ha
[EJIOKYITHATa JJOKYMEHTaIlMja MOBp3aHa 3a MPEUIOTOT 3a UCTPaXKyBambe Mpel U BO TEKOT Ha

cute a3y Ha HCTPAKYBABETO.

Jla ja moTBpAaT HayyHaTa BPEJAHOCT Ha CTy/AMjaTa U €TUYKHUTE BPEIHOCTU NMPUMEHETH
BO Hea. Hakyco na ja moTBpmaT u3paboTKa Ha CTyAMjaTa BO COIVIACHOCT CO HAI[MOHATHHUTE

3aKOHM U MeI'YHapOIHUTE €THUYKH HOPMH.

Bo cnyqaj Ha MefYHapO,Z[HH CTyAuu, CTUYKUOT KOMUTET I'M HITUTU HHTCPCCHUTC Ha
JJOKAJIHOTO HAaCCJIICHUEC U O6€36GHYB3 IMpaBCaHN AOTOBOPHU 3a YUCCHUIUTC U BPIIHX IMPOLICHKA HA

OJIHOCOT pU3UK/OEHEPUT.

OcHOBHa eTWuYKa JWieMa Koja MPOU3JIEryBa OJi CIPOBEIYBAETO HA KIMHUYKUTE
HCTpaXkKyBama € JJAJIM U Kora Moe Jia Oujie mpudatinBa u3JI0KeHOCTa Ha TTOSIUHIIN Ha PU3UK

3a 6eHe(uT Ha APYyTUTE.

[IporierkarTa Ha COOTHOCOT MOMEly PU3HKOT M O€HE(PUTOT € TIIaBHaTa OJrOBOPHOCT HA
€TUYKUOT KOMHTET KOj JJaBa KOHEYHO OJ00peHHe 3a CIPOBEAYyBamkE Ha CEKOj MPEIor 3a
UCTPaXXyBame, 3eMajKu TU BO MPEABU IPUTOA OCHOBHUTE MPHUHIIMITA HAa HE-3JIOHAMEPHOCT U
OnaroeTHOCT. MeIMIIMHCKUTE UCTPaXKyBamha Y€CTO BKIYYyBaaT U3JI0KEHOCT Ha Maja OoJika,
HerI/IjaTHOCT WK MOBpE€Aa OJf MHBA3UBHU MCAWULNUHCKH MNPOUCAYPH WM IOTETA OO MOXKHU

HECAaKaHU €(EKTH Ha JIEKOBH MJIM CO JPYTU 300pOBU ,,HEBAXKHA OOJIKa“.

utTe oBHe epekTH O6u Tpedano na ce TpeTupaar Kako ,,pH3UK MpH eBalyaluja Ha
C 0 0 “

HCTPaXXyBamEeTO. 3a HCTPAXKyBamhe Koe OU 1I0BENO /10 MOBEKe 0] MUHUMAJIEH PU3UK OJ1 IITETHU
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NOCHECIUIM HA YYECHHUIMTE, HMCTPaXXyBadyOT MOpa Ja Ce€ YyBEpU JAeKa KOJIMYMHATa Ha
NPUIOOMBKHUTE OJ1 HCTPAXKYBAETO jaCHO OM ro HaJMUHAJI KBAaHTYMOT Ha pu3uKoT. CamMo BO
Clly4aj Ha ITO3UTUBEH COOTHOC ITOMEl'y PHU3UKOT M PUIO0OMBKUTE, CTYMjaTa O ce cMeTasia 3a

CTHUYKa.

Knuandko uerpakyBame moIpa3ounpa cekoja HaydHa CTyuja Koja ce CIpoBeIyBa HaJl
YOBEYKHU CyOjeKTH, HUBHUTE OMOJIOIIKH MaTEPHjaIl KaKo M YOBEYKH OMOJIOMIKH TI0IaTOIU CO

e 1a ce moaoopu 61arococTojoara Ha YoBevKaTa paca.

[TpumapHaTa 1en e ga ce pazdepar NpUYNMHKUTE, Pa3BOjOT U eeKTUTe Ha OOJeCTUTE U

Ja CcC HOI[O6paT MMPCBCHTUBHUTC U TCPAIICBTCKUTC HHTCPBCHIIMU.

MeauIHCKUOT HAIPEIoK Ce 3aCHOBA Ha MCTPAXKyBama BO Pa3IUvHH (a3, HO U KaKO
MPOLIEC HA KPajoT YATUMATUBHO BOJAT KOH CIIPOBEAYBabE Ha CTYAMH KOH BKITyUyBaaT YOBEUKU

CyO0jeKTH.

Joneka npumapHara 1ejl Ha MEIUIUHCKUTE UCTPaKyBama € J1a ce IeHepupaaT HOBU
3HacHka, 0Baa LIEJI HUKOrall HE MOXE [a MMa MPEJHOCT Ipel IIpaBaTa U HMHTEPECUTE HA

OJIeJIHUTE Cy0JeKTH Ha UCTPaKyBambE.

MGJII/IHI/IHCKI/ITC HUCTpaXKyBamba CC NPCAMET Ha CTUYKH CTaHdApJAW KOU IMTPOMOBHpPAAT U

00e30e1yBaatr MOYUTYBaHkE Ha CUTE€ YOBEUKH Cy0jeKTH U I'M IITUTAT HUBHOTO 3/]paBje U MpaBa.

Hma ceayM OCHOBHM IPUHLMIIM 32 OCTBAPYBaKkhE HA €TUUKO KIIMHUYKO UCTPAKyBabe:
OMIITECTBEHA U KJIMHMYKA BPEAHOCT; HayuyHa BaJMAHOCT; paMHONpaBHa ((ep) cenekuuja Ha
YYECHMLIUTE BO CTyJujaTa; IO3UTHBEH pPHU3UK/OEHE(UT COOJHOC; HE3aBHCHA OIIEHKA;
uH(pOpMUpaHa COIJIACHOCT; MOYUT CIpeMa MOTEHLHWJaTHUTE U PETUCTPUPAHH YUYECHHUIIM BO

CTynujara.

Cekoja ucTpakyBauka CTyAMja ce AU3ajHUpaA CO L€ J1a AaJe OJroBOp Ha CIEUPHUUHO
npamramke. OAroBOpOT Ha KOHKPETHOTO IMpamame Tpeba Ja MMa OCOOCHO OIIITECTBEHO
3HaYeHe, a IPe]] ce 3a OJ[pe/IeHa KaTeropytja Ha MAIMEHTH CeTalllH WM WIHH, a 3aCETHATH CO

oapcacHa OoJrecr.

OnroBopoT koj ce ouekyBa Ou Tpebaso Ja € 01 ocoOeHa BakKHOCT 3a Jla MOXKeE /1a IO
OTIpaB/a MOOAPYBAKETO O] OJIPEICHA KaTeropuja Jyre KOU CeKako Ou ro mpudaTuie MOKXHUOT

PU3UK, 32 J1a Ce J1aJie KOPUEH OJIFOBOP 3a APYTUTE Jyre.
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Camo Bo ciy4aj Ha 10OMBamke Ha KOPUCHH CO3HAHM]ja, OMIJIO TO3UTUBHU WM HETaTUBHH,

U3JI0KYBAHETO HA XyMaHH Cy0jeKTH Ha MOXEH PU3UK Ou OWII0 OIpaBIaHo.

Cexkoja cTpaxkyBauka CTy/IMja ce An3ajHIpa Ha TAKOB HAYKMH INTO HA HCTPAXKYBAYKOTO
npamame Ke Ce OJrOBOPH BEPOJOCTOJHO W edukacHOo. [[u3ajHOT HA cTynujata mMopa aa
0JIroBapa Ha OmIITo NpupaTCHUTE HAYYHH TPUHIIMIIM, Ja CE 3aCHOBA HA TEMEIIHU 3HaCHa O]l

Hay4yHaTa JIUTepaTypa U APYTu pejaeBaHTHU U3BOPU HA UH(DOpMALIHH.

HcTpaxxyBaukHOT TPOTOKOJI MOpa Jia Ouje MOJHECEH 3a pasrieayBambe, KOMEHTapH,
yoatcTBa M OAO0OpyBame 10 €TUYKHMOT KOMHUTET 3a HCTpakKyBame Ipe]] Ja ce 3aloyHe
npoydyBameTo. McTpakyBaukuoT MPOTOKOI MOpa Ja COAPKU M3jaBa 3a MPUIPKYBambe KOH
eTUUKUTe HOpMHU. McTpakyBameTo Mopa na Oujie CIpOBENEHO IO HAA30p Ha HAyyHO

kBasin(rkoBanu auna. Cekako, IOTPEOHO € TOKYMEHTHPAE Ha TOCTANKUTE.

Korentot Ha pu3KK HajueCTo Ce OJJHECYBa HA KOMOMHAIIMja HA BEPOjaTHOCT U TOJIEMUHA
Ha Hekoja uaHa mrerta. Cropen oBa pa3OHWpame, pU3UIUTE Ce CMeTaaT 3a ,,HUCKH WIH
,»BUCOKH " BO 3aBUCHOCT OJI TOA JIaJIM CE CO MOorojieMa (MJIi moMaja) BEpojaTHOCT Ja ce MojaBar
U JIaJIM IITeTaTa € IOMANKy (WM MOBEeKe) cepro3Ha. Bo ncTpaxyBameTo BO KOE y4ecTByBaar
ayre (GUITEpOT HU3 KO MPOTOKOJIMTE MOpa Ja MOMHHAT € IEHTPAJICH MPHUHIUI Ha
opranusupame. Bo cirydaj a ucTpaxkxyBameTo € OIIEHETO Off eTHYKaTa KOMHCH]a CO TIOroJIeM
PH3HK 32 TIOTCHIMjaJTHUTE YYECHUIIM BO HCTPAXKYBAKETO, CE OYSKYBa BO MPEUIO3UTE J1a OMIaT
BKIIyYCHH TOTOJIEMH WM TOCeon(aTH! 3allTUTHA MEpPKU JM3ajHAPAHU Ja ja HaMayiar

MOYKHOCTA OJ1 IITETHUTE €PEKTH O/l UCTPAKYBAETO.
HNudopmupana corjiacHOCT

NHpopMupanaTa COIIaCHOCT € eTHYKO-NIPaBeH CTOJ0 3a HCTpaKyBameara KOW

BKJIy4YyBaaT Jyre.

JloipkHOCTA W OATOBOPHOCTA 3a 00€30emayBame Ha JOOpPOBOJIHATA COTJIACHOCT 3a
y4eCTBO, CeKCIUIMIUTHO C€ OJIHeCYyBa HAa HCTPAXKyBadoT, JHUIETO KO€ TO WHUIMpA
UCTPaXyBamETO, CIIPOBEIyBa i MeHaHupa. OJ1 oBaa JOHKHOCT UCTPAKyBadoOT HE MOXKE Ja

Oouze ocio00aeH.

CornacHo npernopakute Ha COBETOT Ha METyHAPOJHU OPTraHU3alliU 32 MEIUIIMHCKH
Hayku (CIOMS) Bo copaboTtka co Cerckara 3apaBcTBeHa opranuzamnuja (C30) (2002)

uH(pOpMHUpaHaTa U BaJIUIHATA COTIIACHOCT MOPA Jia OJIrOBOpPAT Ha TpH Oapama:
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1. Jlanu manmeHToT/y4eCHUKOT € Croco0eH Jja MCKaXke COTIIACHOCT 3a Y4eCTBO, MMajKH ja BO

IpEIBHJI BO3PAcTa, 3pejiocTa U HeropaTa MEHTaIHAaTa cocTojoa.

2. Jlamu e cormacHocTa JOOPOBOJIHO AajeHa ( Jaau ojiyKara € cli000JHO JOHeceHa, 0e3
MOTUKHYBamE, OJIMUTYBAE, IPUHY/IA, 3aIUIAllyBabe WM MIPUTUCOK) O/ APYTH WICHOBU Ha

dbamunmjara.

3. Jlanu Ha NAlMEHTOT/y4YECHUKOT MY C€ JIa/leHH JOBOJIHO MH(OPMAIMK Bp3 OCHOBA HA KOU OU

ja 6a3upan cBojara oJTyKa.

CIOMS ykaxyBa JieKa JaBambeTO Ha COIMVIACHOCT € IMpolec, a He HactaH. Ha
NAIMEHTOT/UCIIUTAHUKOT My € MOTPEeOHO BpeMe Ja T'M pasriiefia U pa3depe peleBaHTHHUTE
uHpopManuu 3a cryaujara. Mapopmanmute 3a cryaujata Tpeba aa Oujar majaeHu Ha ja3uk
pa30UPIUB 32 UCIIUTAHOKUT 3€MajKU T BO IPEIBUJ] KYATYPHUTE Pa3IMKH,00pa30BaHUETO U J1a
ce J1aJie MOXKHOCT 3a IOCTaByBamke Ha Mpalllama Co 1el pa3jacHyBame Ha MPUI0OUBKUTE TIPE]T

Ja €€ JOHECC OJJIyKaTa.

WudpopmupaHaTta COMIACHOCT C€ 3aCHOBA Ha MPHHIUIOT JeKa KOMIICTCHTHUTE
MOCIMHIIA UMaatr CJIOOOJIHO MpaBo Ja u30epar Jajiu Jla yY4ecTByBaaT BO UCTPAXKYBAHETO, ja
MITHTH cJ10001aTa Ha U300p HA TIOSAUHEIIOT U ja TOYMTYyBa Herosara aproHommjara (CIMOS

Guideline 4).

[Touetnara Touka Ha KonBeHiujara 3a yoBekosu npasa u buomeaunnna (ETC No. 164)
(99) e nmexka WHTEpEeCHUTE Ha YOBEKOBUTE CYIITECTBA MOpa Ja OuJaT Mpej] WHTEPECUTE Ha
HayKaTa Win onmTecTBOTO. ['m 3a0panyBa cute popmMu Ha ITUCKpUMHHAIM]ja BpP3 OCHOBA Ha
TE€HETCKHOT CKJIOIN Ha €/IHA JINYHOCT U JO3BOJYBa MPEIBHUIJIMBH T'€HETCKU TECTOBU CaMoO 3a
MEIUIMHCKU 1eNH. ['€HEeTCKOTO WHXKUHEPCTBO € JI03BOJIEGHO CaMO O]l IPEBEHTHUBHH,
JINJarHOCTUYKHU WM TEPANeBTCKU MPUYMHU M CaMO Tamy KaJie IITO HeMa IIeJ J1a TO MPOMEHHU

T€HCTCKHUOT COCTaB Ha MOTOMIUTEC HA €1Ha JIUYHOCT.

Bo koHBeHIujaTa ce HaBeqyBa MPHUHLUIIOT Ha KOj €AHO JMe Tpeba aa ja jpaze
COTJIACHOCTA 3a JIEKYBame KOe My € 00JECHETO MPETXO0/IHO, OCBEH BO UTHU CIIy4ad U YKaKyBa
JIeKa COrJIacHOCTa MOXK€ Jla ce moBiiede BO Ouio koe Bpeme. CinobojgaTa Ha COIJIAaCHOCT
noapa3Oupa JieKka Taa MOXe J1a ce MOBJIeYe BO CEKOE BpeMe M JIeKa OJUTyKaTa Ha 3aCerHaToTO
JMIe Ke ce MOYMTYBa OTKAKO JIMIETO Ke OHje LEeIOCHO MH(POPMHUPAHO 32 MOCIEIUIUTE O

HErosara OJlJIyKa. TpeTMaHOT Ha JIM1a KOM HE MOXKaT Ja JaaaT COrjiaCHOCT KaKoO IITO CE€ ACIa
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n jna CoO MCHTaJIHa 0oJiecT MOXKeE Ja €€ CIIPOBCAC CaMO aKO IMOCTOU BUCTUHCKA U TUPCKTHA

KOPHCT 3a HEJ3UHOTO WM HETOBOTO 3/IpaBje.

ETvdkrTe HOpMH MCTO Taka HajaraaT IPOIECOT Ha JIOOMBAE HA COTJIACHOCT Jia OujIe
COOZIBETHO €BUJICHTHpPAH © JOKyMeHTUpaH. HHpopMupaHara COTIacHOCT BKJIy4dyBa
00jeKTHBHO WH()OPMHUpPAKHE HA YUYSCHHUIINTE 32 HUBHHTE IIpaBa, 3a IelTa Ha CTyIujaTa,
IPOLIECAYPUTE HA KOM K& OMJIAT MOJJIOKEHH, MPUAOOMBKHUTE OJ YYSCTBOTO, IMOTCHIIM]ATHUTE
PHU3HUIM, OYEKYBAaHOTO BpeMeTpack¢ Ha CTyJujaTa, CTCIICHOT Ha JOBEPIIMBOCT BO BPCKa CO
JTUYHATa WACHTU(UKANMja U ApyruTe WHPOPMAIUU O] CTyAMjaTa HEOMXOJIHHU 3a Ja UM Ce
OBO3MOKM Ha yYECHUIUTE J1a JJoHecaT WH(OopMHUpaHa U JOOPOBOJIHA OJIyKa 32 YYECTBO BO
UCTpaxKyBameTo. Ha cure ucnutanuiy tpeda aa UM ce 1ajie MOXKHOCT Ja Ounat nHpopMUpaHu
3a pe3ynTaTUTe O] UCTpaxKyBameTo. CormacHocTa 3a ynotpebaTa Ha OHOJIOUIKA MaTepujain
KOja BKJIydyBa M HHUBHO CKJIaJIUpame 3a WAHA ynorpeda, HE3aBUCHO Jajld MaTepHjajioT Ou
OCTaHaJl KOMIUICTHO aHOHMMH3HMPaH, MOpa jacHO na Owmjme wuckaxkaHa. Dopmyiapor 3a

COIJIaCHOCT Tpe6a Ja 6I/II[C INOTIIMIIAH U AAaTHUPAH O YUCCHUIUTC BO CTy,HI/IjaTa.

PeneBanTHN MeryHApOHH MPENOPAKH M JACKIApaluy 32 HH(POPMHUpaHa COTJIACHOCT ja
BKJIydyBaaT YHHBep3aJHaTa ACKJapalyja 3a YOBEYKMOT I€HOM W 4YoBeKoBH mpama (1997,
UNESCO), VYuuep3anna naekinapanuja 3a reHercku mnogatouud (2003, UNESCO) wu
YHuBep3anHa Jekaapaiija 3a 4oBekoBHu mpasa u 6uoetuka (2005, UNESCO).(A4)

Bo 20-Te roanHu OTKaKO F€HETCKOTO TECTHPame CTaHa BOOOMYAEHO BO KIMHHUKHUTE U
UCTPa)XyBauKUTE IOCTANKH, JEKapuTe, HUCTpaKyBauWTe M eTH4YapuTe ce obupoa Ja Tu
IpUMEHAT CTaHAapAMTE 3a HMH(OpPMHpaHa COIVIACHOCT ILITO C€ KOPUCTAaT BO MEIUIMHATa

Te€HEpaJIHO U OTKpPHja JIeKa HEKOHU OJ] HUB C€ 0COOEHO MPEAN3BUKYBAYKU BO TCHETCKH KOHTEKCT.

JloOpoBOHOCTa HCTO Taka MOXe Ja Ouje KOMIPOMHUTHpaHa OJ WIEHOBHUTE Ha
CEMEJCTBOTO 3a KOM TECTHPAEHETO MCTO TaKa MOXKE J1a MMa MMIUIMKALMYU IITO PE3YyJITHpa CO
CYNTUJIHA TPUHYAA BO ceMejcTBOTO . OBHE NpPEIu3BHIM CE jaByBaaT M BO IPOLECUTE Ha
COIJIACHOCT M BO JPYrd OOJacTM Ha MEIUIMHATA, HO MHOTY II0YeCTO BO TE€HETCKHUTE
UCTpaXXyBama, AETYMHO MOPaJM TOA LITO T€HETHKAaTa, Mo JAe(pUHHUIMja ro BKIydyBa LEIO0TO

CEMEJCTBO.

PCSy.TITaTI/ITC O HUCTpaXXyBamaTa HJIN IMPUMCPOLUTE HEC TpeGa Ja UM CC JaBaaT Ha
YJIICHOBUTEC Ha CCMejCTBOTO Ha HCIIMTAaHUKOT 0e3 CKCIIMIOUTHA IIMMCHA J03BOJIa O

HUCIIUTAHUKOT, OCBEH BO BOHPCIAHH OKOJIHOCTH. Bo PaMKHUTE HA 3aKOHOT PEIYJITATUTEC HE CMEC
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Ja ce CrojenyBaaT co padOTO/IaBauyM, OCUTYPUTEIHHM KOMIIAHUM WM JIPYTH CTpaHu 0e3

INHUCMCHA J03BOJIa O UCIIMTAaHHUKOT.

HcnuTaHunyre KOM JaBaaT COTVIACHOCT 3a NMPOCIEKTUBHH CTYIHM Tpeba na Ompmat
UHGOPMHpAHH 32 BHJIOBUTE HAa MH(OPMAIIUHM IITO OM MOXeIe Ja MPOU3Je3ar 0Jf FTeHETCKOTO
HCTpaXXyBabC. Ha HUCIIUTAHUIMUTE MOpa Oa UM CC JaaaT JOBOJIHU I/IH(bOpMaLII/II/I 3a Ja T
paz0epaT IMIUIMKAIMHUTE ¥ OTpaHUYyBambaTa Ha HCTpaxyBameTo. Ha moenunnunTe Tpeda 1a um
ce Kake LeNTa, OrpaHUYyBamaTa, MOXXHUTE HCXOIM M CPEACTBAaTa 3a COONIITYBame Ha
pEe3yJITaTUTE U O/IP’KYBabE Ha JoBepauBocTa. Tue Tpeda 1a buaat nHPOpPMUpPaHU 3a TOA, KAKBU
uH(pOpMaIMU Pa3yMHO MOXE J1a C€ O4eKyBaaT Jja IPOU3Je3aT oJ] FeHeTCKaTa CTyauja. BaskHo
€ UCIIUTAaHUIINTE Jla pa3depar JeKa MOXKar Ja ce 10jaBaT U HEOUEKyBaH! HAOIU BKIyYUTEITHO
U uaeHTH(UKanMja Ha MEJULIUHCKH PU3UK, CTaTyC Ha HOCHTENl Ha Ofpe/ieHa OoiecT mTo Ou
IpecTaByBaJl PHU3UK 3a IOTOMCTBOTO. BO TEKOT Ha MOJIeKyJapHO TI€HeTCKaTa JAujarHosa
pesyiITaTuTe MOXE Ja yKaXyBaaT JeKa JIeTeTO HEe € IMOTOMOK Ha €JeH WM IBajuaTa
IPETHOCTaBeHU POAMTENU. 3aToa HCTpakyBauoT Tpeba Ja pa3Muciu Bo (opMyJapoT aa

BKIIy4YH 1/13jaBa JCKa I/I,Z[eHTI/I(l)I/IKYBaHOTO IIOTCKJIO HEMA a4 6I/I,Z[e OTKPHCHO.

Hpyr mnpumep 3a HENpeIBUICH HCXOJ € TeHEeTCKaTa XETEepPOreHOCT BO Koja
HapyllyBamaTa 3a KOM IIPBUYHO CE CMETAJIO JIeKa CE€ NOJDKAT Ha €/IEH alle]l WM JIOKYC ce
MIOBP3aHU CO HOBU. J{OTOIHUTETHUTE PU3UIH IITO Tpeda Jja UM Ce OTKpHjaTa Ha UCIIUTAHUIUTE
Ha OJIpeIeHN TEeHETCKM MCTPaKyBauKd CTYIUU BKIydyBaaT MOXHOCT 3a HEraTUBHU
NICUXOJIOUIKM TOCIEANIIM, HapyllyBalkbe Ha CceMejHaTa JMHAaMHKa Kako M CcolujajaHa
CTUrMaTH3auyja u JuckpuMuHanyja. Cute TeHeTCKH UCTPaKyBayKU CTYMM IITO BKJIyYyBaat
UJCHTU(PUKYBAHN WM MPENO3HATIMBU NPUMEPOLM BO KOM € IJIAHMPAHO OTKpUBAWmE Ha
pe3ynrarute Tpeda J1a BKIydyBaaT MEIUIUHCKU I€HETUYapu U F€HETCKH COBETHHUIIM 3a J]a ce

ocurypa AcKa pe3yJITaTUTC Ha UCIIMTAHUIIUTC UM CC COOIMIITYBaaT TOYHO U COOABETHO.

@®opMynapoT 3a COIJIacCHOCT He Tpeba Ja BeTyBa 3HAUUTENHU OTKpUTHja BO
JIMjarHo3aTa, TPETMAaHOT WJIM UCXOJIOT CO Il Ja IpuBiiede yuecTBo. [ToceOHO BHMMaHMe Tpeba
Jla ce IMOCBeTH Ha u30erHyBame JigjcTBa KoM OM Moxene naa Oujar NpUHYAHH 3a
NOTEHIMjaTHUTe UcnuTaHuiu. Ha oBa MecTo moTpeGHO € J1a ja HaBeAeMe MOXHOCTa Koja
3aJJ0JDKUTENIHO Tpeba Ja UM ce J1aje Ha MCIUTAaHWLIMTE Jia OJulydaT Jajld cakaaT Aa Oujar

MH(OPMUPAHH 32 PE3yITaTUTE OJf HUIBHOTO TECTUPAE.

Hcnuranunure Tpeba na OupaT MHPOpPMHUpaHM Aadd NPUMEPOKOT Ke ce 4yBa 3a

IIOOOIIHC)KHA CT}’JIHja CO HAIIOMEHA ACKa CEKOorall IOCTON MOKHOCT 3a HCHAMCPHO, HECYCIICIITHO
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ckiaaupame. OUIyKUTe OBP3aHU CO OCTPAHYBaWETO HA PE3YJITATUTE WU NPUMEPOLUTE 110

CMpTa HAa UCIIUTAHUKOT Tpe6a Ja 6I/II[aT HaBCACHU O CTpaHa Ha UCIIMTAHUKOT.

Bo Hekom cTyamu ucTpaxxyBauuTe MOXKEOHM Ke cakaaT J1a UM I'M OTKpHjaT pe3yJTaTuTe
Ha ucnuTaHunuTe. J[OKOMKYy € Taka HCIUTAaHWIWTE MMaaT oOBpcKa jaa ro HH(pOopMupaar
UCTPaKyBauoT KaKO MOXKAT Aa Oujar KoHTaktupanu. McrpaxxyBauute Tpeba 1a UM HaBeIaT Ha
UCTINTAHUIUTE JIeKa OJPEACHH PE3yJITaTh MOXKE Jla HEe J03BOJIAT Ae()UHUTHUBHH OATOBOPH CE
JI0IeKa He ce 3aBpIlY aHaJIM3aTa Ha I1eJ1aTa CTyauja ( a moHeKoram Aypu Hu Toramr). [Tox TakBu
OKOJIHOCTH PE3YJITaTHTE HE MOXaT Op30 Ja ce coonmuTar. McnurtaHuuuTe BKIyYSeHH BO CTYAHU
KaJie IITO MPUMEPOLUTe ce WACHTU(UKYBAHH WIM MOXE Ja ce WACHTU(UKyBaaT Tpeba aa
HaBeJaT Jald HUBHUOT NMPHMEPOK MOXKE Ja C€ KOPUCTH HCKIYYHBO BO CTyJHjara IITO CE

pabotu (222).

Ilpenopaka 3: Yuechuyume 60 ankemama Kou ce uzjacnuja 0exa 0oousaam ungopmupana
CO2/IACHOCI N0 YCMEH nam 0a ce Rpuopyycam HA OCMmaHamume YYeCHUUU Kou
coziacHocma ja oagaam no nucmeH nam, OUOejKu moa e 21a6HUOM MEXAHUIAM 3a HUGHA

3auimuma u npemcmaesyea Kanauumem co K0j ce oso3mooicyea 00Hecy8a}be Ha odﬂylcu.

Ilpenopaxka 3.1 /la ce 0obue uspeuna, cnecuguuna coznacHocm 00 UCRUMAHUKOM 3d
yuecmeo 60 UCMPAdICy8aArLemo Uil Omcmpanyearse Ha 0ea106u 00 meiomo 3a yeiume Ha

mpancnaamayuja

4. Ha mpamamero O] aHKeTarta Oelie COApPKAaH €JIeH OJ HAjBAKHUTE C€JICMEHTH Ha
MEIUIIMHCKATa €THKa, a Toa ¢ ,,Jlaau BamaTa jafGopaTopuja HeKOraml ce COOYHJIA CO

NMPECAU3BUIMA BO O/IPKYBABLETO HA TOBEPJIUBOCTA HA TECHETCKUTE m{(l)opMamm?

Hajronem 6poj on ucnuranunute 73.5% oaroBopuiie aeka ce coodune, a 26.5% neka
HE C€ COOYWJIE CO MPEIU3BHIM BO OJIP)KYBAaHKETO Ha JOBEPIMBOCTa HAa TE€HETCKUTE

uH(pOpMaLIUH.

[IpuBaTHOCTA M TOBEPIUBOCTA C€ OCHOBHU MPUHIIMIIK HAa MEIWIMHATA BOOMIITO, a
0c0o0eHO KOTa ce OJHEeCyBaaT Ha HACIEeTHUTE OOJIECTH WIIM PAaHO OTKPUEHUTE MalihOpMAIIHH.
Ho, Mopam na Harmacam Jieka JOBEPJIMBOCTA HE € arcoilyTHa OWJEjKH € BO COTJIACHOCT CO
JOJKHOCTA 32 OTKPUBAKkE HA WH(OPMAIIU MPH OJIPEIEHU OKOJIHOCTH, U TOA BO CUTYAIlUH O]
MpUHYJa Ha 3aKOH/WJIM BO OMINTeCTBeH WHTepec. [IpolieHkara Ha Toa MTO MOXe Ja Ouse
NpUYMHA O] OMIITECTBEH WHTEpEC 3a Ja Ce HapylH AoBepOaTa 4ecTo BKIIydyBa CIIOKECHU

OJUTYKH U J0OpO M30alaHCUPaHU TTPOILICHKH.
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[TpuHIMIIATE HA JTOBEPIMBOCT W 3alITUTA HA MOJATOIMTE C€ OCHOBA HA TCHETCKHUTE
UCTpaXXyBarba W HA HUCIUTAHWIINTE UM JlaBaaT CHUTYPHOCT JEKa HHBHATa MPUBATHOCT €
NPaBUJIHO 3aIITHUTCHA M JIeKa HUBHUTE HAOAM CE BO KOPHCT Ha OIIITECTBEHOTO 37paBje
HE3aBUCHO 07 OpojoT Ha 30oneHuTe. Cemak, oBa HE € TOJKY €JIHOCTaBHO BO KOHTEKCT Ha
TeHeTUKaTa KaJie IITO PE3YJNTAaTHTE O] IeHETCKUOT TeCT JaBaaT MH(OpMAaIUu HEe caMo 3a
UCIIUTAHUKOT TYKy M 3a APYTUTE WICHOBU O]l ceMejcTBOTO. CIPOTHBCTABYBame IMOMETy
JIOBEPIIMBOCTA U JIAaBAHETO HA PE3YyJTATUTE CE€ 3roJIeMyBa MOPaJIH ,,CII0/IeJICHaTa TPUPoa Ha
reHerckute nHpopmanuu®. Ox eqna crpana uHdopmaijara Tpedba ga ce 4yBa BO TajHOCT, a
O]l Ipyra CTpaHa Pe3yJITaTOT Kaj eIHO JIMIIe MOXeE J1a ,,uJIeHTU(HUKYBa* IPyrH KOM ja HOcaTt
UCTaTa FeHeTCKa KapaKTePUCTUKA U OW MMaJie KOPUCT O] peIOBHA KOHTPOJIA HITH IIPEB3EMarhe
Ha ,,ipoduaakTHuku Mepku . Ho, nokonky uHOpMaIuuTe ce npeHecaT Ha IPyTruTe YWICHOBU
Ha CEMEjCTBOTO JIoBepOaTra moMery MCIUTAHUKOT M UCTPAXyBauoT MOXE Jla c€ HapylIH U
CIIPOTUBHO JIOKOJIKY HWH(OpPMAIMHUTE C€ COKPHjaT OJf NPYTHTE UYICHOBH Ha CEMEjCTBOTO,
HUBHUTE 3JPAaBCTBCHW HMHTEPECH MOXKAT Ja OWJAaT CTaBEHU BO OIACHOCT. 3JAPAaBCTBEHUTE
pabOTHUIM BKJIYYE€HU BO TaKBH CIIy4ad MOXAT Ja UMaaT JuiieMa MoMery MOYUTYBamkEeTO Ha
noBepOaTa Ha TMOEIMHENOT, COOIIITYBAambETO HAa TMOTEHIM]aJHO KOPHCHU HMH(pOpMAIMKA Ha
JIPYTHTE YWICHOBH Ha CEME|CTBOTO U MOYUTYBAKHETO HA MOKHOCTA THE WICHOBH Ha CEMEjCTBOTO
Jla He cakaar Ja jo0ujar TaBkBU MH(popmaruu. BakBara guiema Ou ce HaaMuUHaIA JTOKOJIKY
UCIUTAHUKOT CE€ COIJIacyBa 3a OTKPHBAame€ HAa OWJIO KAaKBU DPETCBAHTHH M TMOTEHIIH]aTHO
KOPHUCHM HH(OpPMAIlMM Ha JAPYTUTE YIEHOBH HA CEMEJCTBOTO, HO HMMa CIlydad Kora

HUCIIUTAHUKOT € TCCTHUPAH MHOT'Y OJaMHa U HE € MO3HATO KaKOB BU/] Ha COTJIACHOCT OaJl.

Bo ciyuaun kora TakBa COTJIaCHOCT He € mo0apaHa 0J] ICITUTAHUKOT, HCTPAKyBauUTE HE
Ce CUTYPHH IITO MOXaT Ja OTKPHjaT Ha JPYTHTE YJICHOBHM HAa CMEJCTBOTO IITO CEKAKO ja
HaMETHYyBa Motpedara NCIIMTAHUKOT MOKPAj COTJIACHOCTA 3a TETCOT, Jia modapa COrIaCHOCT O]
HCIIUTAHUKOT 3a OTKpPUBAKLC Ha PCICBAHTHHU TI'CHETCKU I/IH(i)OpMaHI/II/I 3a YJICHOBUTEC O[]
CEMEJCTBOTO WJIM HETOBHTE POJIHHHH, OCOOCHO INTO OBHME JOMOJIHUTEIHH AacCleKTH Ha

COTJIAaCHOCTA HEC CC PYTUHCKU 3a APYI' MCAUILMHCKU TECTOBU U UCTPAXKYBakha.

Ha npumep, oTkpueHa e nporpecuBHa HacjelHa OOJIECT paHO BO JETCTBOTO KOja ce
nojaBuia aypu mnocie 30 roaumHa Bo3pacT. Taa uH(oOpMauja JOKOJIKY HEOBJIACTEHO ce
KOPUCTH MOK€ J1a My HaIlITeTH Ha UCITUTAHUKOT KAaKO BO OJIHOC Ha BpabOTYBam-e, Taka BO OJTHOC
Ha Haoramke Ha MapTHEp W BOOMILITO Ha HEroBaTa MoO3WIMja BO ommTecTBoTo. Ho,
HEMH()OPMHUPAKETO Ke JIOBEJE 10 CO3[aBambe Ha MOTOMCTBO CO MCTATa TEIIKa MPOTrpeCHBHA

0oJIecT.
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Kako mTo ce 3roiemMyBa 00eMOS Ha T€HETCKOTO TECTHpambe, TaKa yIPaByBaHETO CO

uHpOpPMaLUUTE TeHEPHpa HOBU MPEAN3BHIIN KAaKO 32 HCIUTAHUKOT, TaKa M 32 UCTPAKyBayoT.

OCHOBHOTO IpallamkEe MITO ce MOCTaByBa € Koj Tpeba Aa uma gocTtan 10 HHpopmaljaTa

I[OGI/IeHa CO I'CHCTCKO TCCTHUPAKLC.

Jlyfero MHOT'Y 4eCTO T CMeTaaT 'eHeTCKUTe HH(OpPMAIIMU NPUBATHH. 3a Ja ce pazoepe
reHeTCKaTa MPUBATHOCT, Tpeba 1a ce HaBjIe3e u pazdepe CI0KEHHOT KOHIIENT Ha IPUBATHOCT.
[IpuBaTHOCTA € cocToj0a Ha OrpaHWYEH MpPUCTAl J0 MOCAUMHENOT WM WH(POpMAIUU 3a
noenuHenoT. [IpaBoTo Ha MPUBATHOCT CE OJHECYBa HA CTUYKUTE U IMPABHUTE IPHHIMITH IITO
ja mperno3HaBaaT BaKHOCTA HA OPAHUYCHUOT MPHCTAIl 0 MOSAUHELOT WK HH(OPMAIHH OJT

MOEAUHEIOTOT (223).

HMma TPpH 3Ha‘lajHH KOHIICIITU BO obnacTa Ha reHeTcKaTa IIpUBATHOCT, a4 TOa CC:

JIOBEPJIMBOCT, 0€30e1HOCT 1 aHOHUMHOCT (153).

JloBepnuBocTa € cuTyaruja BO Koja MH(DOpPMAIMHATE CE€ OTKPHBAaT BO PAMKHUTE Ha
JIOBEPJIMB OJHOC JeKkap- mauueHt. Mudopmanujara nodbreHa npu reHeTCKOTO COBETYBambe Ou
Tpebaro aa Ouje Tu4HA, 1a ja Jo0ue camMo 3acerHarara MHANBUAYa WM CEMEJCTBOTO JIOKOJIKY
3acerHarara MHAUBHUIya ce corjiacu. Taa HUKako He Tpeba 1a UPKYJIUpa U 1a Ce Ucripaka 1ypu

HU Ha 3/IpaBCTBEHUTE paOOTHUIM 3a KOHCYJTalK]ja, 0€3 COrlacCHOCT Ha 3aCErHaTUTE.

Pa3l"OBOpOT CO I'CHETUYAPOT U UCIIUTAHUIUTE MMOAJIOKU HAa NPUHIUIIATC HA JICKApCKa
TajHa U MOXE Ja C€ 06CJ'IO)16HI/I CaMO BO HMCKIYUYHUTCIIHU ClIydal M BO COTJIAaCHOCT CO

3acernarure. OBa € 071 0COOEHO 3HAYCHE BO TPATUIIMOHATHUTE CPEIUHHU.

- T'enerckata mHpoOpMalja € JOBEpJIMBa HE3aBUCHO KOj ja mobapan (eauHKara,
cemMejcTBOTO). Taa € CONCTBEHOCT Ha MHIUBUIYaTa Yij MaTeprjajl € UCIIUTYBaH.

- MenunuHCKHOT NepcoHall He cMee Jia ja KOPUCTH BO HUKAKBU IPYTH LEIH.

- HWudopmanujata octaHyBa BO JOCHETO M MOXe Ja Oujae JajJeHa caMoO Ha
3aCerHaTHoOT.

- Komynukanuja Ha uHpoOpMaimjaTa MOXKeE Jla C€ HAlpaBUh camMO CO JI03BOJIA O]
HUCIIMTAaHUKOT.

- IlpukaxyBawe Ha HHpOpPMalUjaTa BO MEIUIMHCKH I€JM HE cMmee Ja Oune
obenoeHeTa co uHpopMauuu on eauHkara. IlyOiukyBameTo Ha TEHETCKHUTE
IIPOMEHH € HEOIIXOTHO TIOPaJv 3all03HaBake Ha TIONIHPOKAaTa METUITMHCKA JaBHOCT.

Ho, nenocHo naenTnuKyBame Ha UICIIUTAHUKOT HE € JO3BOJICHO JypH HU CO CIIHKA,
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aKo HeMa MHCMEHa COIJIaCHOCT 3a Toa. He € m03B0oJICHO BKIIy4yBamb¢ Ha JIMUYHHU

UH(OPMALIUK 32 UHUBHyaTa.

be3bennocra Bo nH(OpMaTHUKa CMUCTIA, € CE TOBAXKEH KOHIIENT BO IUTUTAlIHATA 100a.
Ce ogHecyBa Ha MHJIMBHUIYH KOM MMaaT COOABETHO OBJACTyBam€ 3a IPUCTAIl O OJPEICHU
uHpopmarmu. be3demHocTa MOKe Aa ce 3allTHTH Ha PA3IMYHU HA4YHU, MPEKy oOyka Ha
BpabOTEHUTE, YCBOjyBamhe Ha aIMUHUCTPUTATUBHU IPOLEAYPH 32 PAKyBamkhe CO YyBCTBUTEIHU
uH(pOpMalliK, CIIPOBEIyBambe HA TEXHUYKH KOHTPOJIM 3a MPUCTAN, BKIYUyBambe JIO3UHKH U

nmppupame. (45 C.F.R.pt.164, security and privacy)

AHoOHHMHOCTa € (hopMa Ha 3alITUTA HAa IPUBATHOCTA BO KOja MJICHTUTETOT HAa U3BOPOT
Ha nH(popMaIMK He ce T0OMBa MM € OTCTpaHAT O]l CTpaHa Ha W3TPAKYBAYUTE WM JIPYTHTE
yyBapH Ha WH(popMauuTe. AHOMUHHU3AIM]jaTa, NEUACHTU(PHUKAIM]aTa U CIMYHU MEPKU YECTO
ce MpHUMEHYBaaT 3a IeHeTCKUTe HH(OpMaluu BO OOMJ J1a ce 3alITUTH HWHAMBHUIYyaJIHATa

IMPUBATHOCT, @ BOCAHO Aa CC 3aJIp’KU HayYHaTa BPCAHOCT Ha I/IH(i)OpMaI_[I/II/ITe.

YnorpebaTra Ha aHOMHMHU3HWPAHW TEHETCKH HH(OpMAIMHM TMOKPEHYBa JBE TIJIABHU
rpwxku. [IpBo, TEXHUYKUTE METOAN MOXEOU He ce IEJIOCHO e(UKACHH BO CIPEUyBamEeTO Ha
NOBTOpHAa HUACHTU(UKAIM]ja HA TeHeTCKUuTe HHpopMmanuu. BTopo, moctom BepoaoCcTOeH
apryMeHT JieKa MHTEpEeCOT Ha MOEIUHIIN 3a aBTOHOMHU]ja Tpebda Jja UM J1ajie MOKHOCT J1a y4yaT U
Jla ja KOHTpoJipaar ynorpebaTa Ha HUBHUTE aHOMHUHU3MPAHU 3APAaBCTBEHU M3BELITaU WIH

Ouonomky npumeponu (224).

HapymyBame Ha JOBEpIMBOCTa TO 3rojieMyBa MOTEHIIMJAIOT aa AUCKPUMHUHALIA]A U
CTUTMaTu3allyja, rna e npumapeH (Gokyc Ha aedaTUTe BO BpCKa CO €TUKATa U perysaTtuBara BO
pa3BueHMTE 3eMju. MeryToa, OKyCOT BOIJIABHO € CTaBE€H BO OJHOC Ha OCUTYPYBAHETO WM
BpabOTyBamETO, 32 PA3IUKa O] 3eMjUTE BO Pa3BOj Kajle LITO UMa JOMOIHUTENHA 3aTPHXKEHOCT
3a TUCKpPUMHUHAIIHMja BO OJTHOC HA OpaKOT KOTra TOBApOT Iara AUCHPOINOPIIMOHATIHO Ha )KeHATa
(3). Coseror Ha EBpoma, ucTo Taka, ce OCBpHYBa Ha T'€HETCKUTE HHQPOpMAIUM BO
KonBeHlnjaTa 32 4OBEKOBM IpaBa M OHMOMEIMIIMHA KOPUCTEJKH MoomiuTa (opMmynalmja
»lce]koja hopma Ha AUCKPUMMHAIMja TPOTHUB JIMIIE BP3 OCHOBA HAa HEroBaTO MJIM HEJ3MHOTO

TeHEeTCKO HaCJIEACTBO € 3a0panera™ (wieH 11).

Tpetupamero Ha TeHETCKUTe HMHGOPMAIMM Pa3IMYHO OJ JIPYrMTe MOAATOLH CO
NPEIUKTUBHA BPEAHOCT IITO T'M KOPHUCTAT OCHUTYPUTEIIHUTE KOMIIAHMM IIPU >KMUBOTHOTO
OCUTYPYBam€ € OIpaBJaHO OJf HEKOJKY MPUYMHU: Ja ce HM30erHar JecTUMYyJallMUTEe 32

TCHCTCKO TECTUpPAKkEC KOC MMa rojieMa BaXXHOCT BO MCIUIMHCKHU KOHTEKCT; CTCIICHOT OO KOj
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TeHETCKUTE MPEIUCIIO3UINH CE HABOP O/ KOHTPOJIA Ha JIMIIETO (3a pa3jivKa Ha Ip.MyIEHheTo,
00e3uTac) 1 3arpmwKeHOCTa 3apa i UMILTUKAIMjaTa Ha TeHETCKUTE NH(POPMAILlUU Ha YWICHOBHUTE
Ha ceMejcTBOTO. CIMYHM pa3MHCIyBamkba I'O MOTHBHPAaa YCBOJyBambeTO HAa 3aKOHOT 3a
HeJMCKpUMHHANM]a Ha TeHeTcku uHpopmarmu (Genetic information nondiscrimination act-
GINA) u paznuuHu Ap>KaBHM 3aKOHU INTO T'W INTUTAT reHerckute moxarouu. GINA ja
3a0panyBa ynorpe0baTa Ha T€éHETCKUTE WH(OPMAIMU 32 OJUTYKH 32 37PAaCTBEHO OCHUTYPYBAambe,

HO HE U 32 )KUBOTHO OCUTYpPYBaIbe, I0JIFOPOYHA Hera WM UHBATUAUTET (225).

['eHeTcKHMTE aHAIM3H WK TeHETCKaTa HH(popMaIja BO BpcKa CO eHa WHINBUAYaA HE
CMee J1a I0BEe/Ie 10 HapyIlyBamke Ha IIpaBaTa Ha €IMHKATa Ha €JHAKOB TPETMaH BO OLUTECTBOTO.
OBa ce onHecyBa 0COOCHO Ha JIEHEIIHHWTE MOKHOCTH 32 TECTHPAIE 3a Pa3jM4HU BHUJIOBU

(baMHnHjapeH KapnuHOM, KaKO KapIMHOM Ha KOJIOHOT HJIK ,Z[OjKaTa.

Hammor craB e fieka pe3ysiTaTUTe 0/ TeHETCKUTE TECTUPama He OM CMeelIo J1a ce JaBaat
HA OCHUTYypaTeIIHWTE KOMIAHWM WU Ha MOTEHIUjalIHUTE padoTojaBauud Ouaejku OM UM TH
HaMaJIWJIe AHCUTE 32 BpabOTyBamhe WK OCUTYPYBambe TOPaIU 3rOJIEMEHUOT pU3KK. Bo Hamm
YCIIOBH OBa HE IIPETCTaByBa rojieM MpodiieM OUejKH CEyIITe He MOCTOjaT BAKBU HCTPAKyBakha

01 paboToaBaynTe, HO BO OJIMCKA MIHUHA CUTYPHO Tpeba Ja ce 3eMe MpeaBu/I.

Kako mTo Moxe fa ce BUau, MPUHLMIIOT HA MPaBaa C€ MOKJIOMYyBa CO MPUHILMIIOT HA
noBepiuBocT. MHory 3emju Bo EY ro kopucrar TEpMUHOT ,,3allITUTa Ha MOAATOLH‘ KAKO
ceorndareH KOHIIENT KOj BKIyuyBa MPUBATHOCT, TOBEPIUBOCT, CUTYPHOCT M IPYTH €IEMEHTH.
OBue KOHIIETITH ce BO IeHTapoT Ha OmmraTta oapenda 3a 3alTUTa HA TUYHUTE MOAATOIU BO

EV.

['enerckute OoyiecTH ce 3HAYajHU 3a MpHQaKamkeTOo Ha eIWHKAaTa BO OKOJHUHATA.
CozHaHueTo Aeka eHo aeTe OosenyBa o/ HacieqHa 00IeCT YeCTO BOJU IO CTUTMAaTH3alllja He
camMo Ha JIeTeTO TyKy W Ha LEeNOoTO cemejcTBo. OBaa cTUTMaTH3aIfja 4ecTo T'M HapylIlyBa
OCHOBHHUTE IIpaBa Ha ACTCTO, HA IIPUMCED, O)I6I/IBaI-Be aa 61/1)1e IIPUMEHO BO I'paJIuHKa mmopaiu
BIIMjaHUETO BP3 APYTUTE Jlela, Celu(UIHNOT OJJTHOC HAa OKOJTMHATA BO CEKOjIHEBHUOT KUBOT
u cin. lllupoka akmuja Bo cpeauHaTa, MOYHYBAjKU O]l OCHOBHA €IyKallja BO OCHOBHOTO
YUUIIUIITE 3a pas3jinkaTrarta Mef‘y HHIUBUAYUTEC U IIPAaBOTO HA CEKOT'O HA €IHAKOB TPETMAaH MOXKE
Ja To HagMUHE 0BOj mpobseM. Kammamute 3a oOpazoBanme Tpeba ma TM 3eMar MpPEIBHI
pa3MKUTE BO BO3pacTa, MUCMEHOCTa, CTENEHOT Ha OOpPa30BaHHMETO, COIMOCKOHOMCKHOT
ctatyc, kyntypa utH. Ce HameBaM jaeka pedopmure Bo 00pa3oBaHHETO Ke€ To 3rojieMar

3HACHETO U Pa30MpPamETO HA OCHOBHUTE TEHETCKU MEXaHU3MH Kaj YOBEKOT.
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Cyapenu co Hempudamame OJf OKOJIMHATa, Kaj CeMejcTBaTa CO HacienHa Oorect
MOCTOM Jkenba 3a Kpueme Ha HacjiemnHarta OolecT W HW30Jaldja. YHHBEp3alHa ¢
HEMOArOTBEHOCTA JIa CE CIOJIeNIM HH(pOPMAI[HjaTa CO WICHOBUTE Ha CEMEjCTBOTO 3a KOU TOa O1

OMJIO0 KOPUCHO.

On apyra cTpaHa TECTHPAamETO Ha CEMEJCTBOTO MOXKE J]a OTKpHE MpoOJeM IITO HE €
3[pacTBEH, Ha MpPUMEP JIeKa JETaJTHUOT TaTKO HE ¢ OMOJIOIIKM TaTKO Ha JIeTeTo. BakBurte
OTKPHTHja UMAAT AAJCKYCEeHKHHU IMOCICIHUIIM, 11a CE MOCTaByBa MPAIIAKETO JaTH € STUYKH J1a Ce
obenoneHn nHQOpMaIHjaTa ako He € MMOBp3aHa co 3apacTBeH mpodiieM. Hukoram He Tpeda na

ja 3abopaBuMe cocTojbara Kora € BO OKOJIM3HMja CO 3aKOHCKATa PeryaTHBa.

[TocTrojanoTO TEXKHEEHE 3a 3alITHTa Ha TNPUBATHOCTa, MOTHUBUpPAkE Ha
HenneHTH(UKanrja Ha OMONPUMEPOIIMTE W MOBP3aHU IMOJATOLHN 32 MCTPaXKYyBambETO, MOXKE
IPEKYMEPHO J1a IO OTPaHUYH BPaKamkeTo Ha PEJICBAaHTHUTE PE3yJITaTH KoM Ou Moskelle ja bujar
0J1 KOPUCT 3a NAllMEHTUTE U CeMejCTBaTa, 3HaUM Mopa Jia Ce Haj/le HUBO Ha HH(pOpMALUU KOU
IITO K€ ja 3aJJ0BOJIaT NOTpedara Ha UCTPaXKyBambETO, @ HEMA J1a 'O HapyllaT JOCTOUHCTBOTO U
aBTOHOMHMjaTa Ha maiueHToT. Kako TakBa ce mocTaByBa mpej Ap)KaBHUTE 3aKOHM 33jada 3a
nogo0pyBama BO TeK Ha Bpemero. OBHe HecoBHarama M KOMIUIMKALMU YECTO T CTaBaar
npodecCHOHATHUIIUTE TeHeTHYapu Ja ce (OKycupaaT Ha MPaBHJIHO HOCEHE Ha OJUIYKH 3a
HUBHHUTE MAllMEHTH U HUBHUTE CEMEjCTBA, HA UCIMTAHUIIMTE BO HAYUYHUTE CTYJIUH CIIOpPE]
HUBHOTO Haj100p0 MPOLIEHYBalkE — HO CEMaK He C€ CUTYPHU KaJie OBaa MpaKTHKa I'M JIOLKpa BO

OIHOC HA MOCTOCUYKUTE APKABHU 3aKOHH .

Ilpenopaka 4: Cume poonunu 00 npe cmenen Ha UCNUMAHUKON CO PEleGAHMEN 2eHEeMCKU
HA00 u Hez06a co2nlacHocm mpeda O0a OGudam ynameHu Kaj 2eHemcKU COBEMHUK WU
KAUHUYKU 2eHeMmuyap KOj uma NO3HA6ara 34 2eHeMCKUOm HA00 U CO006emHUmMe

nocmanyearsa.

5. Ha npamamero ,,Kako ru gocraByBare pe3yJraTuTe 0 I'€HETCKUTE TECTHPAHa Ha
NalMeHTUTe 0/ Bamara JjJadoparopuja?* Jlypu 28 (87.5%) ox ucnuTaHULIUTE OJrOBOpPHUIIE
JileKa TW JIOCTaByBaaT IUPEKTHO, OJHOCHO JH4YHO, Tpojua (9.4%) mpeky e-mMami, a eleH
ucniutanuk (3.1%) oArOBOPHII JIeKa JOCTaBYBAHETO HA PE3YITATHTE CE CIIPOBEAYyBa Ha APYT

Ha4YHuH.

3akJieTBaTa Ha XI/IHOKpaT € IIOYCTHA TOYKA HAa aHaJIku3aTa Ha O6BpCKaTa Ha JICKaApHUTEC 1a
T 3allITUTUTAT HHTEPECUTE 3a MPHUBATHOCT U JOBEPJIUBOCT HA CBOUTC IMMAITUCHTH. PeneBanTHaTa

0}1];)6)163 Ol 3aKJI€TBATa TrJjiacu ,,OHa MTO MOXKaM Jia 0 BUaAaM WJIM CIIyIIHaAM BO TCKOT Ha
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TPETMAHOT WJIX JypU U HAJBOP OJf TPETMAHOT BO BPCKA CO )KMBOTOT HA JyI'€TO, IITO BO HUKO]
CJIy4aj He CMee J1a ce IIHUPH, K€ T0 YyBaM 3a cebe, CMETajKu JieKa € CpaMHO 3a TAaKBUTE paboTH
na ce 36opyBa“. OBoj men on 3akieTBara € NMpeIMET Ha MOBEKe Of €IHO TOJKYBamke, HO
HEroBOTO OMINTO pHdaTEHO 3HAUCHE € JeKa ja 00e30eyBa eTuYKaTa OCHOBA Ha JIOJDKHOCTA
Ha JIEKapoT 3a JoBepiauBocT. Co 3aKiieTBaTta U3pUYHO CE M3jaByBa Jieka 0OBpCKaTa Ha JIEKapoT
3a JOBEPJIMBOCT CE OJHECYBa BOH OJI IIpalliamkaTa 3a MEAWIIMHCKA Hera. Bo Bpeme kora Hemaio
OOJIHUIIM WJIM JICKAPCKU OpJWHAIIMHU, TAIlMEHTUTE NOoOMBaJie MEAWIIMHCKA HEra BO CBOWTE
JIOMOBH WJIM Ha jaBHHM MecTa. OJ1 IeKapuTe IITO T'H JICKyBaJIe MAllUCHTUTE BO CBOUTE JIOMOBH
MOKEJIO JIa C€ 0YEKYBa JIa CIYIIHAT U J1a BUJIAT IIMPOK CIIEKTap Ha aKTHBHOCTH IITO OU MOXKeIe
Jla ce CMeTaar 3a CpaMHU, HEMOPAITHU Ta Iypu 1 Heseraau. OBue mpariama He Tpedao ja ce
HmmpaT Hacekane™. Taka, 3akimeTBaTa He ja omdaka camMo MeTUIIMHCKaTa cocTojOa Ha
MAIMEHTOT, HEroBaTa aHaMHe3a, CUMITOMH, IUJarHO3U M MPOTHO3HM, TYKY M COILIMjalTHU
uHpopmanuu. [Tokpaj Toa, HaKO HE € KOHKPETHO Jel o7 3aKjeTBara, OOBPCKUTE Ha JICKApOT
OwJie arcoyTHH BO OJHOC Ha BPEMETPACH-ETO M MPOJODKYBAIEC M IO CMPTA Ha MAI[UEHTOT

(226).

Henec, enextponckure 3npaBctBeHH kaptonu (E3K) ce ycBojyBaar BO MHOTY
3/IPaBCTBEHU CHCTEMH 3a Jia Ce MOJ00pU COOMPAmETO, CIOEIEIYBAamhETO U KOPUCTEHETO Ha
UH(pOpMaLIMUTE 32 3/[paBCTBEHA 3aIlITUTa. BakBuTe MHPOPMALIMCKU MPAKTUKU UrpaaT KIydHa
yjora Bo o0e30enyBambeTo Ha Oe30eHa M BHCOKOKBAJUTETHA rpuka 3a nanuentute. E3K
BETyBaaT MMOMHTETPUPAHU U MOBP3aHU 3/PAaBCTBEHU YCIYTH, KOU ce Mpu3HaTu o CBerckara
3ApaBCTBCHA OpraHu3alii W MHOTI'Y BJIaJJU KaKO HEOINXOJHH 3a OJAPXKIIWBH, e(l)I/IKaCHI/I

3/IpaBCTBEHU cuctemu (227).

VYrpaByBameTo Ha YyBCTBUTEIHH TeMH O€llle MOKPEHAaTO KaKO KIIy4YHa 3arpyKeHOCT
IIPU YCBOJyBamhETO Ha €JIEKTPOHCKUTE 3ApaBcTBeHU ToKymMeHTU. Ha npumep Cairns u cop. Bo
CTyAMjaTa 3a COLMUjaIHU pAaOOTHHULIM KOM KOPHCTAT CIIOJEJIEH 3aIllUC OTKpUJIE JieKa THE ce
3arpuXeHH BO BPCKa CO 00jaByBambeTO Ha Cy0jeKTUBHUTE HH(POPMALIUHU LITO APYTH JIyT'e MOKAT

MOTPEITHO JIa TH MPOTOJIKyBaar (228).

Enen o xiydyHuTe Mpeau3BUIM € KOra 3jpaBCTBEHaTa MH(OpMalija ke ce BHECE BO
esiekTpoHcKu 3apacTBeH kapToH (E3K). MadopmanujaTa HuKoram Hema j1a ucuesHe 6e3 orien
Ha Toa Jaiu Taa umHpopMalyjaTa NpoAOKYyBa Aa Ouje MEIMLMHCKU peleBaHTHA. Taka e

MOJKHO HaMecTo 0e30emHa 3amTruTa, Ja C€ OBO3MOKH HCOBJIACTCH IMpHCTAIl 10 OCCTIMBUTEC
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3ApPaBCTBCHU I/IH(l)OpMaI_[I/II/I Aa HuMaar roJjieM Je€ia1 o4 3APaBCTBCHUTC pa6OTHI/ILII/I mTo

cUrHu(aKHTHO ja HAMaTyBa 3/IpaBCTBEHATA MIPUBATHOCT HA MAI[EHTHUTE.

Nupopmarmute Tpeda aa 6unar cooaseTHo 3amTuTeHd. CoolBeTHATA 3alITHTEHOCT ja
00e30emyBa qoBepOaTa Ha MAIIMEHTUTE U CAMO BO TOj CIIy4aj UTEpOIepaduiIHaTa eIeKTPOHCKA
pa3MeHa Ha 3]paBCTBCHHUTE MHQPOPMAIIMM MOXKE Ja OJU BO MPUJIOT HAa HE AYCKAaTHOWIHA
noBepba Ha manuenture. [loceOHaTa  KapakTepucTMka Ha  uMHpOpManMHTE 32
TEHETCKH/TeHOMCKH TEeCT KOU LITO MM I'M BKJIy4yBa eJIEMEHTUTE KaKo IITO ce CIIOCIOOHOCTA 32
npeaBuayBambe, HEC IPOMCHJIMBOCTA W YHUKATHOCTA MOpa Oda C€ 3¢MaT BO NpCABUA IIPU
YCOBpIIYBamke¢ Ha MEXaHU3MUTE 32 3alITUTAa Ha nHPopMaruuTe. Ha oBa MecTo ke HarmoMeHaM
Jieka € aKTyeJHa TaKaHapedyeHara ,[CHETCKa HCKIYYHTEIHOCT cO J000jacHyBame JeKa
uH(OpPMAIMUTE 32 TCHETCKU/TEHOMCKH TECTOBH Tpeda [la ce TpeTHpa MOWHAKY O JAPYTUTE
MEIUILINMHCKHU I/IH(bOpMaIII/II/I, a BO BpCKa CO HAYMHOT Ha INpUCTAIl 1O OBUC IMOAATOLM U HUBHATA
no3BojieHa ynoTtpeba. OBa mpariame € Bo (a3a HalpeJHaTH JTUCKyCHH KOU OU MOMOTHAJE 3a
HAYMHOT HA BOJACH-CTO HA IMOJHUTHKATA 32 OJECHYBalE M IOJAPIIKATA HA BOBEIYBAHETO HA
HarjaceHuTe MHGOpPMAIMU BO 3IpaBCTBEHATa 3amITUTa. T0a O €JHOCTAaBHA MPUYMHA IITO
KJIMHUYKATa ynoTpeda Ha TeHeTCKU/TeHOMCKH MH(OpMAIMH CTaHyBa CE€ TOBAXXEH aCIEKT BO

COBPEMEHOTO 00e30¢e/lyBambe Ha 3/[pABCTBCHA 3aIlTHTA.

PasmucnyBamara u obuaure 3a mpuMeHata Ha HWH(OpMaTHYKaTa TEXHOJIOTHja BO
OpPTraHU3MPAKETO Ha 3/IPaBCTBEHUTE WH(GOpPMAIMH, a CO LN Ipel ce BO JOBEPIUBOCTA HA
MAIMeHTHTe, HUBHATA MPHUBATHOCT IMOBp3aHM CcO 0Oe30eqHOCTa HA CaMUTE EJICKTPOHCKHU
uHpopmanuu. Exen on Hajuecto kopuctenute mexanusmu E3K, 06e30enyBaaT KoprceH HAauuH
3a YNpaByBambeTO CO CJIOXKEHUTe MeAuIMHCKH HuHopmaruu. [locrom TeHaeHuMja 3a
ycoBpmryBame Ha E3K kou Bo maHMHA OM ce KOPHCTEN KaKo CPENICTBO 32 YIPAaBYBAETO CO
CJIO)KEHUTE 30MPKM Ha TMOJATOIM KOM CE MPOM3JIE3EHU O] TeHETCKO/TeHOMCKHUTE TECTOBU U
HUBHOTO TOJNKyBame Jla HamomMeHaMm Jieka BKJIY4YyBambe€TO Ha TIE€HETCKO/T€HOMCKHUTE
unpopmanun Bo E3K Tpeba na momorsHe BO MOTBPAYBAHKETO OFf PU3UKOT/PUBHIIMTE O]
3a00JTyBamkETO, COOJIBETHOTO JIO3MPAhE Ha JIGKOBUTE, a CE CO Il J1a ce M30erHaT HeCaKaHUTe
edexTH M co Toa da ce Aojue Ao HajeduxaceH Tperman (229). buaejku, eIEKTPOHCKUTE
3/IpaBCTBEHU HHQOPMAIINH C€ TIPEHOCINBUA U MOOWIIHY JICCHUOT HAYHMH Ha IMCEMUHAIMjaTa Ha
unpopmanuute npexky E3K mpeamsBukyBa 00jeKTHBHA 3arpyKEHOCT 3a MOTCHIM]aJOT Ha

HEOBJIACTEH MpHUCTaN U ynorpeda Ha oBUe HH(GOPMAIIUU BOH 3]paBCTBEHUTE MOTPEOH.
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JlornuHo ce mocTaByBa IIpalllalb€TO 3a CO3/aBalb€é Ha I0ceOHAa 3alliTuTa Ha
TeHETCKO/TeHOMCKUTE nH(popmanuu kou ce gyyBaaT Bo E3K. Cnopen nmuteparypHuTe M0IaTOIH
KOU T KOPHCTEB OBa IIpallame € J0jIeHO 10 HUBO Ha CO3/1aBalkhe¢ Ha KOHCEH3yalleH JOKYMEHT
KOj OM MpeTcTaByBaj ajlaTka 3a npojiadoueHa JucKycuja 3a TeMata. JJOkyMeHTOT e co3/1aeH
NpeKy 4YeCTH COCTaHOIM, TeleQOHCKHM KOoH(epeHIMH H e-nomTa. Bo cymTuHata Ha
JOKYMEHTOT BO OBaa (haza HEe Ce OJroBapa 3a BaXKHOTO U CII0XKEHO MpAIAkE 33 CO3/1aBABETO
Ha Toce0HAaTa 3alliTUTA Ha TEHETCKO/TEHOMCKUTE HHPOpMamuu TYKy € MoJjiora 3a
pa3MUCITyBambe 32 OCHOBHUTE IMMOSHTH KOU Tpeba J1a ce 3eMaT BO MPEBUI IIPU Pa3BUBAKETO HA

MEXaHU3MHU 32 PaKyBambe CO HHPOPMALIUUTE.

WuTepecHo e 1a ce HarloMeHe Jieka MUHHCTEPCTBOTO 3a 3/[paBCTBO M YOBEUKHU YCIYTH
Ha CAJl HeonmamHa ja mpesene cBojata MHuuMjaTMBa 3a IepcOHANM3MpaHa 3ApPaBCTBEHA
3amTuta (230), K0ja UMa BoIeUKH NpuHIHIH. [IpBHOT 01 HUB € TIOpIIKaTa Ha HCTPAKyBambaTa
IITO CE€ O/IHECYBAaT Ha MHIUBUIYyATHUTE acTIeKTH Ha OOJIECTHTE M IPEBEHIMjaTa Ha OOJIECTHTE
CO KpajHa LieJ MyOJMKyBamke Ha IPEeBEeHTUBHATA U JMjarHOCTHYKATa IpHUrKa 3a J1a 0JlIroBapa Ha
YHMKaTHUTE F€HETCKU KapaKTepUCTHKH Ha cekoe juie. Bropuor npuHuun e aa ce cosnanae
uH(pacTpyKTypa 3a pa3MeHa Ha MOAATOIM U MH(GOPMAIMH 32 3paBCTBEHATa 3aIUTHTA, a CO
Heal Ja MM IOMOTHE Ha MCTpakyBauMTe Ja YTBpAAaT IIEMH IUTO WJIEHTU(PUKYBaaT

MOJIEKYJIapHU/T€HETCKH ,,0TIIeYaToln " Ha O0JecTH.

[ToceOHO mpamiame 3a MOTEHIMjaHA HCKIYYHMBOCT BO OJHOC Ha MPUCTANOT [0
uH(popMalnu 3a reHeTcku/reHoMcku TectoBu Bo E3K e craBoT neka ako Tpeda 1a moctou Ha
OTpaHWYEH TMPUCTAll Ha OJPEEeHU UYBCTBUTEIHU MOJATOLM Toram WHGOpMaIMUTEe 3a
IeHEeTCKU/TEHOMCKHM TEeCTOBM Tpeba ga OujpaT mpenMeT Ha orpaHuuyyBama. Co oBa ke ro
MOTUKHE CTaBOT JIeKa T'€HETCKO/TEHOMCKOTO TECTHpame OM Cce BpIIEIO TaMmy Kajie ILUTO €
MEIUIIMHCKHU omnpaBnaHo. Cemnak, Hy»Ha € JUCKycHjaTa 3a JeduHHIMjaTa ,,9yBCTBUTECIHH
uHpopmanu. Moxeme Aa pa3MuciIyBaMe TakBUTe HHGOpMaluu jna OugaT modapaHu oOf
MAIUEHTOT KOj IITO T'M CMETa 3a YyBCTBUTEIHU WIIH TaK MOJAATOIHM KOU MITO c€ BepU(PUKYBAHU
KaKO TaKBUW TMOJUIOKEHM Ha Ka3HM 3a TOTCHIHMjATHO HETOYHTYBAaEkbE OBO3MOXKEHO O]
KOHTpoOJIaTa Off CTpaHa Ha TMAIMEHTOT, HO BO CEKOj CiIy4yaj HajoOjeKTHBHO 00e30eIeHO 0]

Haykarta.

I'enepanno, reHerckutre wHOpMAIMU HE OapaaT mMorojieMa 3alITATAa O]l JPYTUTE
nHpopManMi KOW TAlMEHTUTE MOXaT Ja T'm cMmeTaaT 3a uyBcTBUTenHu (XUB craryc,

MCHTAJIHO 3;1paBje NN 3H0yHOTp668. Ha ,I[pOFI/I). Co Tek Ha BPEMC ONIIITCCTBCHUTC HOPMHU MOKE
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Jla €BOJTyHpaaT BO CMEP MEHTATHOTO 3apaBje win XMB crarycor moBeke /1a He ce cMeTaar 3a
YyBCTBUTEIHH, a BO COTJACHOCT CO OBa pPa3MHUCIYyBamke€ HCTO Taka HH(pOpMAIMHUTE 32
FeHETCKO/TEHOMCKUTE TECTOBHM MOXKE Ja eBaiyupaar. JlormdeH 3akiydyoK Off OBHE KyCH
AQHAJIN3M BCYIIHOCT CTaHyBaaT IIpalllalba Ha IOJUTHKaTa BO Bpcka €O MpHUpoAaTra Ha
qyBCTBUTEIHHUTE 3paBCTBEHH MH(popMarmu. Cemnak, ceylre He MOCTOM 3aeHUYKH CTaB IO

OBa MpaIIamke BO PA3TUIHUTE 3EMjH.

Bo mpakTukara ce mojaByBa eIHO IIpalame KOe IITO € Ha MPpaHulla WK IpuIiara Ha MpaBoTo.
Toa e mpamameTo Ha MAaCKHPAmKETO Ha MOJATOIUTE WM BO MOOJAr BUJ KOHTPOIUPAHUOT
[mpucTarl. Osue JABa CICMCHTH MM OBO3MOXKYBAaT HA UCIIMTAHULUTE J1a I'O KOHTPOJHUpAAT U
COKpMBaaT OTKPHUBAIKETO Ha oapeneHu mHdopmaiuu Bo pamkute Ha E3K. Ox apyra ctpana
MHOTY 3eMju Kou BocrnocTaByBaat cuctemu 3a E3K kako Ha mpumep O6enuneroro Kpanctso,
Kanana, Xonanauja u JlaHcka u ip. pa3BUBaaT U KOPUCTAT EIIEKTPOHCKH METOH 32 MACKHPAHE
Ha OJIPEJICHU EJIEMEHTH CO 1IeJl CIpeuyBambe Ha MPUCTANOT HA JIaBATEIUTE Ha 3/paBCTBEHU
YCIIyTU 10 OApPEICHH BUAOBU YYBCTBUTETHH HMH(OpManuu. HajuecTo BakBUOT KOHTPOIUPAH
mpucTall My JaBa BO3MOXKHOCT HAa HCIOUTAHUKOT MPaBO Ja OJPEId KOU JaBaTeld Ha
3APAaBCTBCHU YCIYTH MM HUCTPpaXKyBadd MOXKC Ja HUMaaT IMOpucCTall 10 MAaCKHUPAHUTC

uHpopmanuu (231).

Cenax Bo nMe Ha 00j€KTUBHOCTa MAaCKHPAKHETO HAa HH(POPMAIIMUTE MOKE HETaTUBHO Ja BMjae
Ha rpuxara 3a nanueHture. [IpukpuBameTo BakHU MH(OPMALUU OJ1 JIEKApUTE MOXKE Ja ce
Mella BO TOYHATa JMjarHo3a U MOXeE Jia JOBEJE /10 JIO)KU M TOTPElIHH OIyKU. BaxHo e
JlaBaTesoT Ha MOJIaTOLH J1a 3Hae JIeKa HEKOU HH(popMaluy ke O11aT MaCKMpPaHU 3a Aa MOXe J1a
ru nobapa MHPOPMALMUTE HAJUECTO OJl MEIUIMHCKHM pelieBaHTHH NpuuuHu. Ha mpumep
HajaMJIKy 25 MUJIMOHU TOJUIIHO MOEIWHIM CE NMPUHYJEHU Ja MOTHHILAT OBJIACTyBama 3a
o0jaByBalb€ Ha HHBHMUTE 3[PABCTBEHM KAapTOHM KAaKO YCIOB 3a BpadOTyBame, XUBOTHO
ocUrypyBame WiM JApyru notpedbu. Ilpeocranysa ceymre paboTa co 1esl HA OCMUCITYBambe U
YCBOjyBamk€ METOJM Ha MACKUpPame YyBCTBUTENHH WH(POPMAlMM KOM IITO C€ CMETaaT 3a
HEBAKHU 3a IIeJITa Ha OapameTo. Bo CIpOTHBHO HEKOM MOEIUHITA MOXKAT J1a OMaaT OABpaTeHU

0J1 TEHETCKO/TEHOMCKH TeCTHpamka HETJIeajKu ja 1eeo0pa3HocTa Ha TECTUPABETO.

Ha kpaj o1 oBa pa3MucityBame 32 T€HETCKO/TEeHOMCKUTE TECTOBH OCOOEHO 3a 3/IpacTBEHOTO
OCUTypyBame W BpaOOTyBame MOpa Ja I'M HCTaKHEME Haj3HayajHUTE KapaKTepUCTHUKH Ha
uH(poOpMalMuTe: 3aJ0DKUTENHA MPEIBUUIMBOCT, HENPOMEHJIUBOCT, ©0€3 HCTOpUcKa

3J'IOy1'IOTpC6aHOCT U CCKAKO CIPOBCAYBALC HA TCCTUPAKLC. OI[ TUC NPHUYHUHU MMOMNPCIU3HO
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Ka)KaHO ITOCTOEHETO HAa MOXHOCTHUTE 3a 3JI0YIOTPEOH JOHECEHU Ce Ap>KaBHU U (eepanHu
NOJUTHKKA 33 CHpedyBame Ha JMCKPHUMMHAIMja BpP3 OCHOBA HA TEHETCKH WH(pOpManuu

(232,233).

Pesynrarure o1 reHETCKUTE TECTHpPaka MOXAT Jia Ce MCIpaTaT Ha Pa3IUYHA HAYWHU, HO BO
HammTe Jab0opaTropuu JOMHUHHpPA JIOTHYHUOT U HAjOe30€THUOT HAYWMH Ha JOCTaBYBAamE HA
pe3yaTatuTe JUPEKTHO W JM4HO. OBOj HAUWMH HA JIOCTABYyBaWke € MPAKTHYHO U ETHYKU
HajupuaTIuB Kako 3a JOKTOPUTE Taka W 3a ucnutaHunute. [lomHaky Ka)kaHo ocraBa
HajMaJIKy MTPOCTOP 332 HETOYHH TOJIKYBamba MIIM MaHUMYyJauu co peynratute. [lotpebHo e na

CC MOTCHIMPA JI€KAa NUCKYCUUTC 3a OBa IIpalllatbe CCYILITC Tpaar.

Ilpenonpaka 5: He camo 3apadu emuukume acnekmu myKy u 3apaou MOodCHuUme npasHu
KOHCEeK6eHUU nompeoOHa e zpadayuja npu Koja HAjeucoKoOmo mecmo 3a 3auimuma 00
MAacKuparmemo Ha nooamouyume e nOmpeoHo 0a dude 0a0eHO HA 2eHemCKO/2eHOMecKume

KaKo ucmpajicysarba maxka u mepaneemcKkume 3ad)amu.

6. Ha npamamero ,,Jlaaun Bamara jadopaTropuja umMa OBJIACTEHO JIHIE 32 KOHTAKT CO
HCNUTAHUKOT?*, 70.6% o4 UCIUTAaHUIIMTE OArOoBOpUJIe Jeka uMa, a 29.4% neka Hema. Toa
JUIe UMa ToJieMa OATOBOPHOCT, OMAEjKM Mopa Jia TH 4YyBa MOJATOLMTE BO TajHOCT U Ja TH
JIOCTaByBa 10 HWCHUTAaHUKOT. Bo cilyyaj Ha mpoTeKkyBame Ha MOAATOIUTE TOJIECHO Ce
OBO3MO’KyBa IPOHAOTaK-ETO Ha U3BOPOT Ha MOJATOLMTE KO LITO BO CBOjaTa CyIITHHA HE TpeDa
na OuaT MO3HATH 32 CEKOro. 3HauW, MPUHIUITUETHO U 3aKOHCKHU MOIATOINTE C€ HAMEHETH 3a
noTpeduTe Ha HCIIUTAHUKOT MIIH 3a MOTpeOUTe Ha HErOBOTO CEME)jCTBO WiH 3a 00ara. ETnukure
MPUHIIMIIA U 3aKOHCKUTE MPOMHUCH Oapaatr ceomndaTHa 3allITHUTa HA JAPUTEIOT M MPABOTO HA
camoorpesienyBame. Bo 0HOC Ha 4yBameTO Ha MOJATOIIUTE BO OMOOAHKUTE pa3MHUCITyBaMe 3a
CaMHOT HAYMH Ha YyBamke BO CMUCOJ JIaJii YyBamkETO Ja Oujie JOBEpEeHO Ha 0c00a UITH TaK co
npumena Ha T cucremMute Ou ce ompeenui 3a yyBame O]l CTpaHa Ha KOMIIEHTEHTHa 0co0a.
JaBHaTa MOJIUTHKA YECTO BKIyUyBa OalaHCcHpame Ha MpaBaTa Ha MOSIWHIIUTE Ja ja OJIP:KyBaaT
MIPUBATHOCTA HA HUBHUTE T€HETCKU MHGOPMAIINH CO TIpaBaTa Ha IPYTUTE MOSTUHIIA U JaBHOCTA
3a mpucTan 10 nHbopmanuuTe. Pa3mMeHnTe 4ecTo ru BKITydyBaaT v JUYHUTE U OMIITECTBCHHUTE
WHTEPECH KOU Bapupaar BO 3aBHCHOCT O]l KOHTEKCTOT. [Ipamamero e enHoctaBHO. Koj Moxke
MOEMOTHBHO, a CO TOA ¥ TOXYMaHO JIa Ce BHECE BO MPAIIAmhETO: KaKO Ke Ce MOCTAIyBa cO MOjTe

JIMYHU IOIATOIHN?
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W moxpaj HamperoKoT Ha TEXHHKAaTa CMeTaMe JeKa CEylITe MMa BO CEKOjIHEBHOTO
KHUBECHE €NIEMEHTH Ha YOBEYHOCT BO Pa3OMpPameTO Ha XyMAaHHUOT OJrOBOP HAa YOBEKOBATa

ncuxa BO COCTOj6a Ha HCI/IXO(i)I/ISI/ILIKI/I cTpagamkba U AUJICMHU.

Jla moegHOCTaBMME BO CMHCOJ Ha IOCTaBEHOCTa HAa WAMBHyaTa KoOja IITO K& UMa
HajrojieMa OJIrOBOPHOCT BO OJHECYBAMmETO KOH MOJATOLUTE OJ Apyra ocoba. buaejku nenra
Ha HAILIETO Pa3MUCIyBamkE € FeHeTcKaTa MPUBATHOCT MPBO OU 3arovHaje co 00jaCHyBambeTOo
HITO NpEeTCcTaByBa npuBaTtHocTa. [I[puBaTHOCTA € cOCcT0jOa Ha OrpaHUYEH MPUCTAIT 10 TOETUHEI]
i nHQopMaIuu 3a noeauHel. [IpaBoto Ha IPUBATHOCT CE OJJHECYBA HA ETHUKHUTE U IIPABHUTE
MPHUHIMIIA KOW ja TPEM0o3HaBaaT BAXHOCTA HA OTPAHUYCHHOT IMPHUCTAI 10 MOCTUHEI] WIH
uHpopmanuu 3a moeauHenoT. AHuTa AjneH (234) mnpemioxuia YETUPH KAaTeropuH Ha
MPUBATHOCT NPUMEHJIMBU HA OHA ILITO Taa ro HapeKyBa ,,JJBOCMHCIEH KOIENT Ha TeHeTCKa
npuBaTtHOCT. Kou ce The ueTupu KaTeropuu Ha 3arprmKeHOCT BO BpCKa co npuBatHocra? 1.
['prxu 3a mpUBaTHOCTA HA HH(OpPMAIMKTE 32 MPUCTAI 10 JIMIHUTE nHpopmanmu; 2. I'prku 3a
dusznykaTa TPUBATHOCT 3a MPUCTAN JO JIMLIA W JIMYHU TPOCTOpH; 3. 3arpmkeHocT 3a
MPUBATHOCTA MPU OJUTy4yBamk-€ 32 HUBOTO Ha BMEIITYBamkE Ha BJIajaTa UiU Ipyra TpeTa cTpaHa
BO JIMYHUTE U3BOpH; 4. [ prrkaTa 3a CONCTBEHUYKATA IPUBATHOCT BO BPCKA CO IMPUCBOjYBAKHETO

M COIICTBCHOCTA HAa UHTCPECUTC BO YOBCKOBATa JIMYHOCT.

HNudopmanrckaTa IpuBaTHOCT € 0COOCHO BaXkKHA JTUMEH3H]ja Ha FeHEeTCKaTa IPUBAaTHOCT
M Taa € BO CYNITHHA mMpuMapeH (GoKyc Npu exyKalujata Ha KOHTPOJIOPHUTE Ha TEHETCKHUTE
noxarouu. He Tpeba na 3abopaBume fieka ocoboTa ke Tpebda /1a ympaByBa co OrpoMHa 0asza Ha
MOJATOIM caMo 3a €IHa MH/AMBHUYa, aKO BeJIMME OrpoMHa 6a3a Ha MOAATOLM MUCIUME Ha Toa
IITO € TEHOM Ha CEKOj YOBEK C€ /10 CEMEJHUTE NeIurpea, pe3yiaTaTuTe 0/l TeHETCKUTE TECTOBH,
a CeTO Toa TECHO MOBP3aHO CO KOJMYMHATA HA HH(POPMAIMUTE. YIITE MOBEKE MITO TeHOMHKATa
UMa W CPOJHHM AHAJUTHYKU NPUCTANMA KAaKO MITO CE€ IMPOTEOMHKATa, METaOOJIOMHKATa,
TPAHCKPUNTOMHMKATa M €NUI€HOMHUKATa KOU 3HAUUTENHO IO 3r0JIeMyBaaT KOJIMYECTBOTO Ha
NOTEHIMjaTHUTe MH(OopMaIMu noBp3aHu co reHute. OBa BO HUKO] CIIydaj HE € TEOPETCKO
npaniame TYKy MOIIHE TMPAKTHYHO TOpaad WMIUIMKAUUTE KOW MOXE Ja TM HWMaar 3a
aKTYeJTHOTO W WAHO 3/paBje Ha TOCAMHIUTE W WICHOBHTE HAa HUBHUTE cemejcTBa. [la He
300pyBaMe 3a roJeMUTE COLUjaIHd M €KOHOMCKH IOCIEAMIM KOM IITO MOXaT Ja TW uMmaar

UH(POPMAILIMUTE aKO J10j1aT BO palleTe Ha CIy4ajHO MM HaMEPHO HEMOKEeJIHU oco0u (224).

[TocTojar ymre Tpu 3Ha4YajHW KOHIIENITH BO JOMEHOT HAa NMPHUBATHOCTA M T€HETCKAaTa

IPUBATHOCT, a TOA CE I0BEPIMBOCTa, Oe30enHocTa 1 aHoHuMHOocTa (153). IlTo ce onHecyBa 10
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JIOBEPJIMBOCTA HajMAIKy pa3MHCIyBaMe 3a MH()OpMALMUTE KOM CE OTKPUBAAT BO OJHOCOT
JICKAp-MalUCHT UaKo Mer'y HUB ITOCTOU UMINIMIUATCH JOrOBOP ACKA HEMaA Ja 6I/I,HaT OTKpHUCHU
Ha Tpera crpaHa Oe3 MeryceOHO JOroBopeHa j03Boja. Hema ga kaxkeme HHIITO HOBO, a BO
BPCKa CO HEOTKPHUBAETO HAa TI'CHETCKHTE HH(OPMALMU € CEKaKO OCHOBEH MPHHIUI Ha
CTUYKUTC KOACKCU Ha MHOT'YTC 3/IpaBCTBCHU HpO(beCI/II/I " KIIY4YCH CJICMCHT Ha MOBEKE 3aKOHU
on obnacra. la Oungeme 10 Kpaj 00jeKTUBHH JOJKHOCTA 3a 3alITHTA HA JOBEPJIMBOCTA HE €
arconytHa; Bo ofpeieHr OKOJIHOCTH PU3HACHH YPHU U CO 3aKOH HITH COJPKAHU BO CTUIKHTE
KOJICKCH JPYTd MHTEPECH KaKO IITO ce 0e30eqHOCTa M 3/IpaBjeTO Ha TPETH JIMIAa MOXKAT Ja
Oujar Ha BPBOT Ha JIUCTaTa Ha MpHOpUTETH. be3benHocta Bo MHPOpMATHBHA CMHCIA € CE
NOBa)XKEH KOHIICNIT BO JAMTHTAIHATa epa. Taa ce oJHECyBa Ha COCTOjOa BO KOja Ha MOCIHHIIN
WK Cy0jeKTH CO COOJIBETHU OBJIACTYBaiba 3a MPHUCTAI 0 MH(OPMAIIMK TOa UM CE T03BOTyBa
JI07IeKa KO HeMaaT TaKBO OBJIACTYBam-€ UM € 3a0paHeT mpucTanor. be3deqHocta Moxe 1a ce
3alITUTH CO Pa3JIMYHU CPEJICTBA KaKO INTO ce O0ykaTa Ha BpaOOTEHHUTE, YCBOjyBame Ha
aJMMHHMCTPATUBHU IPOIEIypHU 3a PaKyBambe CO UyBCTBUTEIHU HH(OPMALIUU U CIIPOBEYBaHE

TCXHUYKH KOHTPOJIHU MCXAaHU3MH 34 ITPUCTAII BKJIy‘IYBajI'(I/I JIO3NMHKH U I_HI/I(l)pI/IpaH:e.

AHoHHMMHOCTA € (hopMa Ha 3aIITHTA HAa MPUBATHOCTA BO KOja HICHTUTETOT HA U3BOPOT
Ha OJIpe/ICHU 3/PaBCTBEHHM MHPOPMALIMU HE Ce JOOMBA WJIHM € OJCTPAHET O] HCTPAXKyBAUHTE
WIN JIpyTH 4yBapu Ha WH(popMmanuure. AHOMUHHM3AlMjaTa, ACUJCHTU(UKAjaTa U CIUYHU
MEpKHM YeCTO c€ IMpHMEHyBaaT IpH 3allTUTaTa Ha TeHETCKUTe WH(pOpMalMU J0JleKa ce
3a/Ip)KyBa Hay4YHaTa BPEIHOCT HA MH(popMmaIrmjaTa. Yrnorpedara Ha aHOMUHU3UPAHU T€HETCKU
UHPOpPMALIMK TIOKPEHYBa [BE TJIaBHU TPIOKU. [IpBO, TEXHHMUYKHTE METOIM MOXEOHM HE ce
LIEJIOCHO €(UKAacHU BO CIPEYYBAaWHETO Ha IMOBTOpHATa HACHTU(HKAIM]ja HA TEHETCKHUTE
uHpopmanuu (235). BTopo mocTon BepoJOCTOEH TOKYMEHT JieKa HHTEPeCOT Ha MOeAUHIUTE
3a aBTOHOMHM]a Tpeda Ja UM JaJie MOXKHOCT Jia HaydarT J1a jJa KOHTpoJIMpaar ynorpedara 1ypu u
Ha HUBHUTE aHOMUHM3UpPaHU UH(popManuu uiu 6uonpumeporu (236). /la 6uneme 06jeKTUBHU;
OMIITaTa MOIyJalKja cMeTa JeKa MPUBATHOCTa € HEIITO arcoJyTHO 3arapaHTHpPaHO, HO
00jE€KTUBHO BO PEJJOBUTE HA MPABHUTE U €TUUYKUTE HAYUYHUIH € JaCHO JIeKa MOCTOJHUTE 3aKOHU
3a MPUBATHOCT HE ja 00e30e1yBaaT MPUBATHOCTA KOja MHOTY JIyf'e ja OUeKyBaaT WU MOTPIIHO
BepyBaar JeKa ja uMmaar. Tyka He T WCKIydyBaMe M HHBHUTE T€HETCKH WH(pOpMaluu 3a
Pa3JIMYHM LEJM HITO 3aKOHO/IaBLUTE T CMETAaT 3a OMIITECTBEHO KOpUCHHU . O11 THE MPUYUHH
WH/IMBUyalHaTa KOHTPOJIA U TIOKPAj CUTE MpaBUiIa U 3aKOHU 00j€KTUBHO € HelenocHa. EnHo
O]l TIPAaKTHYHHTE Tpaliama BO MPWIOT HA TOrope M3HECEHOTO € W TOa INTO 3[PABCTBEHUTE

YCTaHOBH HEC CCKOTrall UM 066366}1}7BaaT HaBpC€MCH IIpHUCTall Ha MAaOUCHTHUTC 10 HHWBHUTC
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MEJIUIIMHCKH Jocuea (237) co MITO MalMeHTUTE YECTO Ce CyOuyBaaT CO TEUIKOTHUHU MPH sKkestdaTa

3a U3BMCHA Ha I'PCIIKHUTC BO HUBHATA eBI/I[[eHLII/Ija.

[Torope n3HECEHOTO € HAIIPABEHO CO XkKeJ10a 33 OCHOBHA €yKallija Ha 0COOUTE KOU IITO
ke OMIaT OATOBOPHHU 3a YyBamkETO M EBEHTYaIHO MOTpeOHaTa AUCTpHOyIHja Mpex ce Ha
NPUBAaTHUTE €JIeMEHTH Ha ucnutanunure. Cekako, eka BU € pa3OupiIuBO 0 KOW NPUYHHU
npejaraMe paKoBOJUTEIH HA OBHE MOCTANKH Ja OupaT o0ydeHH WHAWBUIAYH. MECTUMHYHO

HCKOPHUCTCHUTEC TCXHOJIOIIKHN HpI/II[06I/IBKI/I HE ja MCHYBaaT CyLITHHAaTa Ha IPECII0KECHOTO.

Ilpenopaxa 6: Oozoeopnomo nuye 00 duodankama mpebda oa oude edyuyupana ocooa 60

6pcKa co Hadpojanume eiemenu.

7. Ha mnpamamero ,JKoj cucreM ro kopuctd BamarTa JjadopaTropuja 3a 4yBame Ha
reHeTCKUTe MoAaToNHd W 3amucu?®, Bo HajroleM mnpoueHtT 73.5% oaroBopuie aexa
TeHETCKUTE MOJIATOLM M 3alUCH Ce YyBaaT BO 0aza Ha MOJATOIM BO MHCTUTYyLH]jaTa, a 26.5%

OJICOBOPHJIC JICKA 3aITUCUTE CE UyBaaT BO (hopma Ha XapTHja BO MHCTUTYIIH]jATA.

HctpaxyBamwara Ha JJHK mpennsBukyBaaT rojieM MHTEpEC Kaj JIGKAPUTE O] MOBEKE
NPUYMHU 3apajid MOKHOCTH J1a c€ JI0j/Ie JI0 TOYHA JIUjarHo3a Ha rojieM Opoj OosiecTH, 3apaau
MOYKHOCTa J]a C€ MPEABHIM HCXOJOT Ha OJPEICHH HACIEAHHU OOJIeCTH, MOXKHOCTA Ja ce
NPETCKake M CIpPEYr HACIeTyBameTO Ha OoyiecTa, Kako W MOXKHOCTA Jla C€ M3HAjaaT HOBU
TEeXHHMKH Ha JIEKyBambe Ha JJocera HensneunsBuTe 6onectu. Ho, eaHa o1 Haj3HAYajHUTE IPUIUHA
KOU TPEAN3BUKYBaaT €THMYKH JUIEMH € MOKHOCTA 32 UCTPaXXKyBame Ha MEXaHHU3MHTE IITO
A0BEAyBaaT [0 oojslecTutre H OTKpHUBakC Ha Oa3uuyHUTE MNpUHIMIIA BO MCEIHUIMUHATA.
CeKkojTHEBHO c€ OTKPHUBAAT MHOTY HOBU COUCTUIIMPAHU TEXHUKH 33 UCTPAKYBAHE CO KOU €
MO>KHO O] WJIjaIHAIIUTE TeHU Jla Ce M3BOjaT TOKMY OHHME KOU C€ PENIEeBAaHTHU 3a OJPEICHO
cBojctBo. [lopaau Toa, ronem O6poj o1 UCTpaKyBauyUTE YyBCTBYBAaT MPEAN3BUK Ja CKIIAHpaaT
npumeponn oa JIHK 6wmno on onenmuu 3apaBu cyOjektu unu on onue 3a kou JIHK e Beke

H30JIMpaHa 3apaJn UCIIMTYBakC HA OAPCICHA oouecr.

3emamero u ckinaaupamero Ha JIHK mpercraByBa moceOeH Mpenu3BUK O €THUKH
acriekT. [Tpamamero mTo ce mocraByBa € concrBeHocta Ha JIHK. Bo MmHOry moHoBu eTnuku
konekcn, JJHK My mpumara uckiydnBo Ha CyOjeKTOT O/ KOj € 3eMeHa W TOj MOXe Ja Jajie
COTJIACHOCT INTO Ja TMpaBd CO Hea MoHaremy. Toa 3Hauum jJeka camMo co ono0peHHe Ha
WHAMBHUIyaTa MOXe Jla ce 3eMa, 4yBa, uctpaxxyBa JJHK u Toa mosa cTtporo oapeneHu ycioBu.
MHoOTy TNpOEKTH ce€ TOMJIOXKHM Ha BaKBUM E€THYKH OJOOpeHHja 3a HucTpaxyBame. Ho,

HCTpaxKyBamara KopucraT camo maio kosnuectBo Ha JIHK. Ce mocraByBa mpamameTo KoMy
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my npunara JJHK oTkako ke ce 3aBpiiu npoekToT. AKO ce JJOHECe OJUIyKa Ja C€ YHMIITH, Ce
3HAae JIeKa € Taa MHOTY CTa0MIIHA U HEJ3MHOTO YHUINTYBAakE € HABUCTHUHA pean3BuK. O apyra
CTpaHa Taa MPETCTaByBa CKAIOLEH MaTepHjall 3a HICTPaKyBambaTa BO MIHWHA KOTa Ke UMa HOBH
METO/IH 3a OpP30 HCIIeyBamke, a Kora COOUpPameTo rojieM 0poj MpUMEpoIr MOKeOHn He O1 OUIIo
MOYHO, 0COOEHO aKo ce paboTH 3a UCTpaKyBamba MOBP3aHH CO TEIIKH MM PETKU OOJecTH

(238).

Opn npyra ctpaHa, OpojHM HCTpa)kyBama Ha MOTEKJIOTO Ha MOMyJanyjaTa U HUBHHUTE
MUTpAIlMU C€ OJBUBaaT Bp3 0a3a Ha HUCTpaxKyBama Ha crlecCHMUUHU TOIUMOPPUIMH Kaj
OJIpe/icHU TomyJanuu u oapeacHu reru. [lopaau Toa mocrojat ronemu akymynanuu Ha JTHK,
TakaHapeueHu ,,0anku’ Ha JIHK. VMcko mpaimameTo Ha BEpAHOCTUTE HA BAKBUTE HCTPAXKYBambha
He e ommTo npudareHo, ¢akt e aeka orpomen 6poj mpumepornu JIHK ce 6e3 3akoncka
perynathBa CTOPHHpPAaHU HAa MHOTY TIPHjaBeHH M HemNpujaBeHH mecta. Ha oBa ce HamoBp3aa
UCTPaXXyBamaTa U KOPUCTCHETO HA MATHYHUTE KJICTKH KOW BCYITHOCT CE OTPOMEH M3BOp Ha
JHK. Ilopagu Toa BO mocienHuBe ACIEHUH CE BIOXKyBa HAloOp 3a JOHECYBame€ 3aKOHCKA
peryinatuBa Koja OuM TWU peryiupana MOpuOUpameTo, CTOPHUPAKETO M ymorpedara Ha

npumeponure Ha JIHK.

HMajRH I'm BO IpCABUA W TCXHUKATA 3d KIIOHHUPAILE W KOHTPABCP3UTC ILITO Taa I'

0TBapad, Ha 3aKOHCKATa U €TUYKAaTa peryjiaTuBa Tpe6a Ja 1 C€ 1aac CC IMOroJICMO 3HAYCHC.

buoOankute, mo npaBuio, ce 100pO OpPraHU3MpPaHW HHCTUTYLMH UITO COJIpXKat
OMOJIOIIKY IPUMEPOLM U CO HUB TIOBP3aHU MH(OPMAIIMK KO C€ JOCTANHU U JACHU 32 HAYYHHU
uctpaxysBama. Hu3 nemna EBporia MIJIMOHM PUMEPOLIM HA MMOJIATOLH CE TOBP3aHU U CE UyBaaT
BO pa3jM4YHU BHUIAOBU KOJICKIHWH. Kaxko INOCAMHCYHHN KOJICKIIMU MOXaT naa 6I/II[aT 2106p0
OpPraHU3UPAHU U JIOCTAITHH, HO KaKO TaKBU C€ MOJUI0KHU Ha (parMeHTalMja, HECUTYPHOCT BO
(UHAHCUPAKETO, a CO TOAa MOCTOM MOXKHOCT KaKO KpPaeH pe3yJiTaT Jla Ce jaBU HEleJIOCHOCT.
PemaBammeTo Ha oBHMe mpobiemu e HU3 lena EBpoma na ce pasBue HH(pacTpyKTypa 3a
61006aHKapCTBO CO LITO ke ce 0pOpMHU ,,[TaTeH MJIaH 3a MOBP3yBamke Ha 3eMjUTe WieHkH Ha EY

U OCTaHaTHUTE 3eMjH KOHU ja cOuMHyBaat EBporickara 3aeqHuIa.

3a KOMIUIeTHpame Ha IesnieoOpa3Ha OnoOaHKapcka Mpexa MOTpeOHO € 3apyXKyBame Mery
UCTpaXXyBauuTe W (pUHaHCHMEpUTE CO MTO Ke ce mojoOpu Op3uHaTa U epUKacHOCTa Ha
UCTpaxXyBameTo. OBa CEKaKo € IMPErno3HAaeHO O] IIaBHUTE CBETCKU €KOHOMHUHU KOU MPEKY
opraHu3zaijara 3a eKOHOMcKa copaboTtka u pa3Boj (Organization for Economic Cooperation

and Development- OECD) koncratupana aeka ,IIEHTPUTE 3a OWOJIOIIKH PECYypCcCH Cce
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CYWITHUHCKH Jie1 O] HH(]pacTpyKTyparta Koja T TOTKpErnyBa OWOJIOIIKUTE HAyKd U
OMOTEXHOJIOTHjaTa... KOM CE€ HEOMXOAHU 33 UCTPAXKyBama M pa3Boj BO OMOJIOMIKUTE HAYKH... H
3npasjero Ha myfero®. OELL/] monaTamy HaBeayBa Jieka OBHE IIEHTPH Tpeba /1a OuaaT moBp3aHu
BO Mpexa; ,IJo0alHaTa Mpexa € HajBaKHHOT eJeMeHT Ha HuH]pacTtpykrypara™ (239).
JlornyHo, TaMy KaJe IITO € MMIUIEMEHTHpaHa e(ukacHa opraHM3anuja MOCTHTHAT € Op3

HaIpEeIoK.

[ToumoT ,,0Mo0aHKa™ € crap MaJKy IOBEKE O] €IHa JeleHHja M HeoJaMHa Oerne
nepunupan ox OELJ] kako ,,30Mpka o1 OHOJNOIIKM MaTepujal M MOBP3HU MOJATOIH U
uH(bOpMallMK CKIQJAUpPAaHU BO OpPraHU3WpAH CHUCTEM 3a TOMyJalHjara WIH TOJIEMO

MOJIMHOXKECTBO O momynanujata® (240,241).

bp3noT Hampenok Ha TCHOMCKHTE HCTPaXyBama Kaj JIyf€TO M HUBHUTE IPEAIH
OMOMEIMIIMHCKHUTE M 3JI[PABCTBEHUTE UCTPAXKYBakha CE MPOIIMPHja O] IPOyUyBamke Ha PETKH
MOHOT€HH OOJIECTH Ha ce modecTu MynTudakropujanHu 6onectu. Cemnak mpoOIeMoOT HE €
peleH co orsien Ha (aKTOT JeKa CI0KEHUTE 0O0JIECTH HAJUeCTO C€ HEOCTHIKHU 332 KOHCYHU
penieHnja co oryie Ha (PaKTOT JeKa ce MPeAN3BUKAHU O] TOJIeM Op0oj Mayik €pEKTH O/ TeHETCKa
MPEIUCIIO3UINja, HAYMH HA )KUBOT M KUBOTHATA cpenrHa. OTKPUTUETO CEKaKO Ke 3aBHCH O]
NpOy4yBamke Ha FOJIEMH KOJICKIMH, Ha JOOPO TIOKYMEHTHPAHH CMTUJASMHUOJIONIKHU, KIMHUYKHA U
Ouosomky MHGOPMALUK U MPUIPYKEH cropedeH Marepujan oJ rosieM Opoj MalueHTH U

3/lpaBy JIMLA.

3a mTo morojieMa BaTUIAHOCT Ha MOOMEHUTE Pe3yNTaTH MOTPeOHO € Ja ce M3Tpaau
naHeBporicka brnobanka. EBporickata koMucHja yTBpu Jieka € moTpedHa moAroTBuTeNHa (asa,
BO koja ce Bkiayuwja 19 3emju co 50 wmHcTHUTYnMu u 134 mOBp3aHU OpPTaHU3HIINH.
buobankapcTBOTO Ke OHIe HAIOMOJIHYBAaHO CO MHOBATUBHM KOMIIOHEHTH KOM Ke Oujat

IMMPpaBUJIHO BIrpaZiIcHU BO EBpOHCKI/ITe HAay4YHH, CTUYKH, [TPABHU U OINIITCCTCBCHU PAMKH.

MerfyToa, coApXKJIMBOCTA M HANpPEIOKOT Ke OuJaT BO3MOXKHHM CO COOJBETHO
¢unancupame. Toa, Bo moi3a Ha Op3MOT HANIPEOK, a TOPad HEOCIIOPHO pa3InYHUTE opMaTh

Ha caMUTE OMOOAHKHU.

buobankute ke UM aganaT Ha EBponckuTe HayyHHUIM, WHIyCTpHjaTa, rparfaHUTe
nocebHo Ha cTapuTe rparanu Ha EY moceGHM nmpenHoCTH MIMPOK U yHU(DUIIApaH MpUcTal 10
KaTaJIOTU3UpaHu HH(OpManu 3a OWUOJIOIIKKM NPUMEPOLU M COOpaHU IMOJATOLH, ILITO €
00JEeKTHMBHO TEIIKO BO OBO] MOMEHT IOpagyl pa3IM4YHUTE CTPYKTYpH Ha MOJATOLU U

HEKOMIIATHOWIHU PEryjIaTuBy 3a HUBCH IIPpUCTAIl U pa3MCHA BO PA3JIMYHUTE 3eMjI/I.
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Knyynure koMrnoHeHTH Ha OMOOaHKHUTE BKIIy4yBaaT ceondaTrHu 30MpKu Ha OMOJIOIIKH
NPUMEPONH OJ Pa3iMYHU Tomynanud Bo EBpoma xom Ha Kpaj Tpeba Ja ce moBp3ar co
KOHTUHYHPAHO a)XypUpPaHH IOJATOIM 3a 3APaBCTBEHATa COCTOj0a, HAYMHOT HA XKHUBOT U
M3JI0’KEHOCTA Ha )KMBOTHATA CpeIMHA HA JOHOPHUTE Ha puMepor. OBa eIMHCTBEHO € MOYKHO
camo mpeky (opmupame Ha ¢enepaiHa Mpeka Ha LEHTPU OCHOBAHH, HAjKOPUCHO, BO CHTE

EBpomncku 3emju (242).

CnogenyBameTo Ha MOAATOLUTE K€ OHJie 0BO3MOXKEHO MPEKY TEXHOJIOTH]ja 332 MPEKHO
npecMeTyBambe. MOXXHO € J]a TOCTOjaT MapTHEpU KOW HE ce (OpPMAaIHO WICHOBH HIIU CE
(dbopmMupaHy IOJOIIHA, CO MOXXHOCT HA IMMOYETOKOT J]a OMIaT MOBP3aHU CO HEKOH O] IOCTOjHUTE
yneHkd. [lokpaj neHTpute crennGUyHU 3a JOMEHOT MOCTOjaT ¥ HAIMOHATIHU KOOPJIUHATOPH
3a pellaBame 3a CHEHU(PUYHU Mpaliamba BO 3eMjute 4ieHkd na EY, ogHocHO mpamiama BO

BpPCKa CO 3aKOHOAABCTBOTO MJIM HALTMOHAJTHUTC CUCTCMHU 34 (1)I/IHaHCI/IpaH)e.

Merfynapoanara nekiapainuja 3a 4oBeuku renercku noaaronu (HGD), ycBoena on
YHECKO Bo 2003 roauna, ru yTBpAyBa MPUHIIMIIUTE 32 cOOUpame, 00paboTka, KOPUCTEHE U
CKJIQIUpak€ HA YOBEUKUTE TE€HETCKU MOJATOUM U OWOJIOMIKMTE MPUMEpPOLU Of KOU
NOTEKHyBaaT mojaaTouute. [lOMOMHUTENHO, ja TOTBpIyBa MOTpedara O CO3[aBame Ha
pEryJiaTUBU U T IOBUKHYBA 3eMjHUTE J]a paboTaT Ha HUB 32 PETYJIUPakhE HA MPEKYTPaHUIHHOT
TpaHcdep Ha YOBEYKM T'€HETCKH MOAATOIM, OMOJIOMIKY MPUMEPOLIM CO 1IeJ J1a ce TapaHTHpa
npaBUueH mnpuctan A0 TakBute nojgatouu (201). Ox Tyka cMmeraMe Jeka 4YyBameTO Ha
TEHETCKUTE TO/IATOIM € CEPHO3Ha 3a/1aua Ha TeHETCKaTa MHCTUTYIIHM]a Koja Tpeba J1a ce BOIU
HE camMO Bp3 OCHOBAa Ha MEI'YHApOAHUTE MPOMHUCH TYKY Ja I'M 3€M€ BO MPEABUJ U JOKAIHUTE

CHeU(pUIHOCTH.

Bo onHoc Ha npamamara 3a (UHaHCHpame IJ1aBHA 1IN € J1a Ce MOAT0TBAT TOKYMEHTH
notpebHn ga ce o0e30emar (uHaHCHMU 3a paboTemeTo Ha Oankute. Jla ce oBO3MOXKaT
JOJITOPOYHH TIOTOBOPH 32 (pUHAHCHpame KOU K€ CTaBaT akIEHT Ha MoJ13aTa 3a OMIITECTBOTO CO
OUCKYBamke¢ Ha KPATKOPOYCH, CPEIHOPOYCH W JIONTOPOYCH ITOBpPAaT HA HWHBECTHIIMHTE.
®duHaHCHpamkeTO ke Tpeba na omdaTd pa3IuyHd HAIMOHAIHM W EBpOICKu meMu 3a
dbuHaHCHpamke U Toa GUHAHCHPAHE TTPEKY 3PAaBCTBEHUOT CUCTEM, MMPUXOAH O] HHAYCTPHUCKA

copa60TKa KaKoO U IpUAJOHECH Ol OpraHu3allii Ha MalUCHTHU U IPUBATHU (I)OHI[aI_[I/II/I.

CJ'IC,Z[Ha ¢)a3a OJ IMMOArOTBUTCIIHATA pa60Ta npeaBruaya u3roTByBamEC Ha 1OTr0OBOPHU. Tue
Ke 6I/I,Z[aT MNOATOTBCHHU CO ONUPCKTHO BKIY4YYyBamkbC¢ Ha IMPECTABHUIIM HA HCKOJIKY EBpOHCKI/I

MUHUCTEpPCTBA U areHuuu 3a puHancupame. CymITUHCKH K€ MMa J1Ba BUJa Ha IOTOBOPH; €/IeH
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3a 00e30enyBame (MHAHCUPAWkE HA W3rpamdara u padoTemeTo Ha OaHKara, a JAPYTHOT 3a
neduHUpame Ha OJHOCOT HAa WICHOBUTE KAKO INTO ce OMOOAHKUTE, IICHTPUTE 33 PECYpCH U

CJIICKTPOHCKa TCXHOJIOFI/Ija.

3a MakCHMMaJIHO HMCKOPHUCTYBalb€ Ha CTapuTE€ M Ha HOBHUTE OMOOAHKH KPUTHUYHUTE
KOMIIOHEHTH MOXaT Ja OujaT HaJIMUHATH CO HMHTETPUpPaHW Hamopu Ha EBporckute
eMUIEMHOJI03M, OnoOaHKapu, KIMHWUYAPH, EKCIEPTH OJf pa3jIuyHd O0JlacTH  Ha
nabopaTopuckara MeIUIIMHA, MOJICKYJIAPHU TeHETHYapH, eKCIIepTH 3a 6a3u Ha moxaronu, UT
CTpyYmalld ¥ CTaTHCTHYapu. HajKpUTUYHUOT EJIEMEHT 3a XapMOHH3alMja Ha
EMUACMHOJIONIKUTE MOAATOIN € COO/IBETHA U (pIIeKCHOMITHA CTPYKTypa Ha 6a3aTa Ha MOAATOIU
IITO MOXE Ja 00paboTyBa WM JIOHTUTYJAMHAIHA M KBAaHTHTATHBHH TOJATOLM JYPU M aKO CE

coOHMpaHu CO JICTICHHUH.

VYnorpebara Ha On0OaHKH ce 3rojeMyBa HCTOBPEMEHO OKPEHYBajKU HEKOJIKY €THUKH
npaniama; Kou ce eTnukute TpeHJ0BU U IPABHUTE PAMKM BO IOCTI€HOMCKATa epa, Jajld uMa
HOBH Ipalllaba BO BPCKa CO pa3BOjOT HAa TEXHUKUTE U HOBUTE JU3ajHU HA CTYJIUHU U KAaKO TOa
BJIMjae HA CTABOBUTE M OHOCOT Ha JIEKapOT CO MarueHToT. Kako mro 3HaeMe, TIIaBHUTE €THYKH
npamiama ce MH(pOpPMHUpaHATa COTJACHOCT, IPHBATHOCTA, CEKyHAapHaTa ymorpeba Ha
IPUMEPOLIMTE U MOJATOLUTE JOOUEHU CO TEKOT Ha BPEMETO, BPaKameTo Ha pe3ysITaTUTe U

CEKaKo CrojenyBameTo Ha monatouu (117).

KputepuymuTe mTO Ce KOPUCTAT 3a OJIPEAYyBamke HA COOJIBETCH CTEINEH Ha 3allTHUTa
MCTO Taka ce npobiemarnunu. KogupameTo, JBOJHOTO KOIUPamke U aHOHUMHU3AIMjaTa He ce
BOCTIOCTaBEHM HAa XOMOTeH HayuH. JlomoiHuTenHo, OuAejKu aHOMUHHU3alMjaTa € ao0pa
MpUJIaroJieHa camo 3a OrpaHW4YeH Opoj MPOEKTH 3allTUTaTa Ha MOJATOLUTE CEKaKo Ke ce
PpasjivKyBa BO 3aBUCHOCT O HOPMUTE LITO CC HpI/I(baTCHI/I. KOHGLIHO, IMpUCTAIIOT A0 IOAATOLUTE
O]l UCTPAXXyBambETO € YINTE €IHO ToJIeMO mpamame. lloauTrukara 3a mpucTan JpacTHIHO
BapHpa o]l MPOEKT A0 MPOEKT AYPH U BO UCTHOT 3aKOHOJIAaBEH KOHTEKCT MJIU €THYKA PaMKa.
[Tpeunsnara nedunuirja 3a ,,K0j MOXKe Ja ©Ma MPUCTAN A0 MOAATOIUTE U MOJ KOj YCIOBU™ €
W3BOp Ha JiebaTa, Kako BO OJHOC HAa HETOBHUTE OCHOBHH IPHHIIMIIA Taka W BO OJHOC W Ha
MPAKTUYHOTO CIIPOBEyBa-€ 3a MPUCTAMN U 3aluTUTa. Ha 0BOj HaumH, mpaiamara 3a IpUCcTanoT
Ha CceMejCTBaTa WJM TPETH JIHIA HAjYecTO BOAAT JO OJUIyKa 3a CO3/laBalkbeé Ha Pa3IUnYHU
KaTeropuy Ha IMOAATOIM BO PaMKUTE Ha McTa OMOOaHKa, a ITO BO MME HA BHCTHUHATA TO

OTEe)XXHYBa yMpPaBYyBamETO CO OMoOaHKaTa. 3apaau Toa ce MPEaIoKeHH TojieM Opoj Tpaliama,
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HpO6JIeMI/I U IPAKTUYHU MOIJAIMUTCTU 3a TICHCTCKaA GHI/IILCMI/IOHOFI/Ija, IIOCTTCHOMHKAa H

ounobankaapcTBo (243).

Waxo nmpaBHY CIIENINjTMCTH CE PUBP3aHHU KOH HaJMOKTA Ha COTJIACHOCTA, 00jEKTUBHO,
Taa € cnabo mpujarojeHa Ha 3alUTUTAaTa Ha MpaBaTa BO CBETOT HAa MPEXHUTE M MacoOBHATa
KOMITjyTepu3nupana o0paboTKa Ha JMYHHUTE M 3APABCTBEHUTE IMOAATOLM MOCEOHO 3a JIONTHU
BpeMeHCKH repruoau (244). CTeneHoT Ha MOYKHA WACHTH(UKAIIH]a Ha TTIOSIUHIIA € HajBaXKHUOT
napameTap BO HIBOTO Ha CUTYPHOCT BO CIIPEYyBAbETO HA OTKPUBAKHETO HA JIMYHUTE TOAATOLN
ol TpeTa cTpaHa. Bo mpamame € J0oBepiMBOCTa IITO Oapa O]l UCTPAXKyBAYUTE M JICKAPUTE
EKCIUTMIIUTHA BHUMATEITHOCT M 3aKOHCKa OATOBOPHOCT BO CIyYaWTe Ha MPEKPIIYBAHETO Ha
JIOBEPJIMBOCTA OJ1 OMJIO KAaKBH MOTHBH. MHOTY pa3BUCHH 3€MjH CEYIITE TO HEMAaT 3aKOHCKH

peryiupaHo 6M00aHKapCTBOTO.

CrpemexoT 3a 00e30e/1yBabe Ha BUCOKO HUBO Ha 3allITUTa HAa JMYHUTE MOAATOLHU HA
HNOEMHLIUTE JIOBEJE 10 KOHCTPYHpame Ha OIIITaTa peryjaThBa 3a 3allTUTa Ha NOJATOLUTE
(General Data Protection Regulation- GDPR) koja mro cranu Ha cuna Bo mMaj 2018 roausa.
I'’ITIP mpeaBuayBa CTPOrd Ka3HU MPOTUB OHUE KOW I'M IPEKPIIYBAAT HETOBUTE CTAHAAPIU 3a

IIPUBATHOCT U 0€30€AHOCT.

Tengenmnujara € npuMapHo na ce 00e30equ BHCOKO HHMBO Ha 3allITUTa HA JUYHUTE
MOJIaTOIIM Ha MOEIUHIUTE OJ €Ha CTpaHa, HO O]l JApyra CTpaHa pU3UKYyBalle Ja MOCTaBU
3HAYUTEIHW OrpaHHYyBamka Bp3 HAyYHHUTE HCTpaKyBamka IITO Oelle CIpPOTUBHO HA
JOTOTAIIHUTE Pa3IMYHM MCTpakKyBaduku Tpaguuuu Bo EY. Op THe npuumHHM, 3a€IHO CO
BHUMaTeNHO JeUHUpaHUTE MTpaBa Ha cyOjekture Ha nogarouu ['JII1P npeasuayasa n8e HuBOA
CE CO 1IeJ1 OTCTAITyBamkEe 0] PETYJATUBUTE BO CIy4yauTe Ha MOTPeOUTE 01 HAYYHU UCTPaKyBamba

(136).

['IITP Bo cymTuHa uMMa TpuUMapHa Ien jga o0e30eau CiI000HO JBIKECHE Ha
nojnarouute Hu3 nenata EY, Ho cekako He rienaMme NpUUMHU 3a CIIpeuyBamke Ha MPOTOKOT Ha
MOJaTOIMTe M BO OCTaHATUTE 3eMju Ha EBporickara 3aeAHHIIa CO yHUPHUIHMpPAKE Ha
WHCTPYMEHTHTE 3a 3alllTUTa Ha JTUYHHUTE MOJATOlIH. Taa NETalHO ja ONHUIIYBa 3aKOHCKaTa
OCHOBa 3a 00paboTKka Ha mojaTouuTe (4ieH 6) UCTOBpEeMEHO AepUHHpajku ' 3a0paHuTe 3a
00paboTKa Ha MOCEOHU KAaTeTOPUH Ha MOJATOIMTE KAKO IITO C€ 3PaBCTBEHUTE W TEHETCKUTE
nonatonn (wieH 9). 3a HHUB yTBpIyBa IMOCEOHHM MpaBWIa W MEXaHU3MHU 33 HUBHOTO
cnpoBeqyBame (wieHoBu 77-84). Bo uMe Ha BucTHHATa acnupanujata Ha EY nma o6e36enu

BHMCOKO HHMBO Ha 3alllTUTa HA JIMYHUTC IIOAATOIM PHU3HUKYBAIIC Oa IMOCTAaBH 3HAYUTCIIHU
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OTpaHUYyBamkba Bp3 HAYUYHHUTE UCTPAKyBamkha CHPOTHUBHO HA MCTPAKYBAUKUTE TPAAUIUU HU3
EV. 3aroa, ce HanpaBu Hamop 3a neUHUpame Ha TpaBara Ha CyOjeKTHTE Ha TOJATOIUTE
cekako mipeky ['IIIP kage mTo ce mpenaBuaya Taa na Ouje Ha JABE HHMBOA C€ CO II€N HA
¢dexcubumHOCT 0c0OEHO Kora cTaHyBa 300p 3a Hay4YHHTE HCTpaxkyBama. [IpBOTO HHBO CO
TUPEKTHO TOBUKYBame Ha onpenoute ox '[P, kopucTejku ru npeABUACHUTE TEXHUYKH U
OpPTaHM3AIMCKH MEPKU U BTOPO KOPUCTEjKH T'O 3aKOHOT 3a 3allITUTA HA CEKOja MOeAMHEYHA

3€Mja YJICHKA Ha 3aCJHu1IaTa.

Naxo nocTojat 00jeKTUBHU OTCTaIlyBama, a KOU IITO CE IpaBaT BO UME HA HAyYHUTE
UCTpaXKyBarba BO HEKOU CUTYyallMM MOXarT Jla ce€ CMeTaar 3a IPEIU3BUKYBauKH BO CBETJIMHATA
Ha eTMUYKUTE Oapama U CUCTEMUTE Ha JIOJITOTOIUIIIHUTE CTAHJAp/M 32 3alUTHTA HA YYECHULIUTE
BO MHCTpaxKyBamaTra U OHOO0aHKapCTBOTO, MeEI'yYHapoOJIHHU JOrOBOpPU WU JpPyTU IpaBHU
MHCTpyMeHTH. Bo Bpcka co ynorpebara Ha mmpoka coriaacHocT camata ['IIIP excrmuiurHo
I'¥ CIIOMEHYBa TaKBUTE CTaHAAp/H, a BO HEKOU JIEJIOBH C€ HaBeyBa J€Ka € J03BOJIMUBO Ja ce
najne ,,corjaacHoCT 3a OJpeJeHHU 00IacTH Ha HaAyYHU UCTpaKyBamba KOra € BO COTJIaCHOCT CO
NPU3HAETUTE €TUUKU CTaHJapAM 3a HayyHHU UcTpaxyBamwa“. Co Apyru 300pOBU KaXKaHO MOXE
Jla ce T0jaBH ja3 ToMery €THYKHOT CTaHAap/a U 3aKOHCKHTE Oaparma. Y CcorjacyBame MoMery
MoOpajHaTa M IMpaBHaTa pEryjiaTuBa CO BKIy4YyBalk€ BO IMOKOMIUIMLIIMPAHU Clly4ad M Ha
Mel'yHapOJHH JI0TOBOPH U IIPaBHU MHCTPYMEHTH MOJKHO € J1a 'O PETYJINpaaT KOPUCTEHETO HA
MIOJIaTOLIMTE O 3APaBCTBEHUTE UcTpaxKyBawa. UieH 89 ox I'IIIP naBa oapenenu npasuiia Ha
CIIOMEHATuTe HHCTpyMeHTH. OBHE HHCTPYMEHTH Oea NCTO Taka pa3riie[laHu 3a Jia ce 00e30enat
MPaBIM 3a MOXKHUTE 3aIITUTHU MEPKH, HACOKH ILITO Tpeda /1a ce caeaar Ipu CIpoBeyBame Ha
KaKBM OMJIO OTCTaIlyBama. 3a WIyCcTpalrja Ke MOHYJMMe HEKOM KOMEHTapH 3a OrpaHUYyBamba
Ha oOTcTamyBamara npensuacHu cnopen [JIIIP 3a 3amTuTHM Mepku BO CBETIO Ha

yCOIJIacyBamke CO CTaHIAPJAHNUTE €THUKH Oapama.

Bo ogHOC Ha eTMYKHUTE 3arpHUKEHOCTH TOBP3aHU CO OMOOAHKApCTBOTO, THE UMaat 3a
[ BOCIIOCTaBYBamkE€ PAMHOTEXA IOMeEry OIIITeCTBeHaTa mMoTpeba 3a HaydeH pa3Boj U
JIOCTOMHCTBOTO M aBTOHOMM]jaTa Ha nmoenuHenor. [exnapanujara ox Tajnej (2002, pe.2016)
HaBeIlyBa JIeKa ,,ICTPaXyBamkETO Tpeda /1a ce CTpEeMHU KOH HampeIoK Ha HayKaTa U pa3BOj HA
JaBHOTO 3/paBje, TMOYUTYBajKH TO JOCTOMHCTBOTO, AaBTOHOMHjaTa, MPUBATHOCTA U
JOBEepIMBOCTa Ha moeauHIuTe . OBUE MpaBa HE T'M BKIYYyBaaT caMO TUPEKTHUTE PU3HIIH 32
MOSANHIIUTE Off peuAcHTHudUKaMja, Ouiejku ,IpaBaTa HA ABTOHOMH]A, MPUBATHOCT U
JIOBEPJIMBOCT UM JaBaaT NMpPaBO Ha TMOEAMHIIMTE Jla BpIIAT KOHTPOJIA Bp3 ymoTpedara Ha

HUBHUTC JIMYHHU ITOAATOLH U OHOJIOLIKH MaTeijaJ'I“. BCYIJ_IHOCT, 3arpn’KEHOCTA 3a LECINUTC Ha
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UCTPAXYBAmbETO MOXE Jla HE € MOBP3aHO CO ,,peujaeHTU(UKAIMjaTa™ TYKy € IOBp3aHa CO
MOYKHHUTE YIIOTPEOU BO UCTPAXKYBAmHETO, MOTEHIIM]aJTHO CIIPOTUBHO HA €TUYKUTE BEpyBarmha Ha
enHo suiie ( yrnorpeba Ha 3ApaBCTBEHH M T'eHETCKH TOAATOIH 3a MPOpHIMpamhe Ha CeMejCTBaTa
Y HOBHTE I'eHEpAIiH, MPOPHIUparbe Ha TOJIOT, MPOGUINpake Ha pacara, JUCKpUMUHAIIH]a BO
3aCIHUIUTE, OWOJIONIKO OpYyXje Bp3 OCHOBA HAa TEHETCKH CHEIU(PUIHOCTH UTH.).
3arpuKeHOCTa 33 MOXKHUTE aKTepH 10 yrnoTpedaTa Ha mojaTounute ( OCUrypyBamba, IPUBATHA
KOMITAaHHU UTH.) C€ UCTO TaKa roJieMH Mpo0sieMu, OUIejKu MOArOTBEHOCTA Ha MOCMHEIOT J1a

Y4eCTBYBa BO HUCTPAKyBAETO YECTO ce 0azupa Ha JoBepOa BO OJIpEICHU HHCTUTYLIUU.

HctpaxyBamero Ha 6nobaHKUTE ce 6a3upa Ha JOJTOPOYHO OPraHU3UPAHU 30MPKHU Ha
MOJATOIM U MPUMEPOLM KOW MOTCHIUjAIHO MOXAaT Jia C€ KOPUCTAT 3a MHOTY Pa3HOBUIHU
UCTpaKyBauku Leid. Bo BpeMeTo Ha cOOMPameTo, MKy € BEpOBATHO JIEKa MCTPAKyBayOT
MOXK€EJI BHUMATCIIHO U HABUCTHUHA a I' I/IH(bOpMI/Ipa YUCCHULIUTC 3a CUTC MOXHU ynOTpe6I/I Ha
UCTpaXyBamara, HO € MOXHO Ja ce 00e30emar noOpu MHPOpPMAIUK 32 YIPaBYBAmHETO CO
nogarornure. CKOPENIHUTE MHCTPYMEHTH MOKaKyBaaT JIeKa COrIacHOCTa (JI0 CKOpO TJIaBHATa
3aKOHCKa OCHOBA 3a CIIPOBEYBambe Ha MCTPAXXyBamara) BO CYIITHHA € MOBp3aHa CO CHUIIHH
MCPKHU U MCXAaHU3MH 3a HAA30P O4 TPETU CTpaHH IITO Tpe6a a ru YCBOjaT HHCTUTYLIUHUTC 3a
perynanujara Ha CIIOAETYBakETO, IPUCTANIOT U KOPUCTEHETO Ha moaaronute. IlojaByBameTo
Ha MPOIEYPUTE 3a yIpaByBame NPHU JOHECYBAHETO HA OJUTYKH € JIeN O]l JOBEpIMBOCTA Ha
MHCTUTYIIH]jaTa ¥ BO HEKOM CIIydaH ja ,,3aMEHHU * COTJIACHOCTA KaKO TEIIKO MPUMEHIIMBA OMIIHja
(245,246). CunHOTO yHpaByBame M ETUUYKUMOT HAA30p CE€ MPENJIOKEHW 3a MOApIIKAa Ha
KOHTpOJIaTa 3a OTKAKYBambE O] COTJIACHOCT BO ITpaKTUKaTa Ha OMOOaHKUTE 3aeTHO CO (hopMUTE
Ha TeKOBHU AMHAMHUHU onumu (247). meHo, netamHuTe MHGOPMALIMH 32 YIPaBYBAHETO LITO
r" ondakaaT MOJUTUKUTE 32 KOHTPOJIA HAjueCTO UM CE JIOCTAITHU Ha YUYECHUIIUTE BO BPEMETO

Ha corjiaCHoOCTa.

OO6paboTkaTa Ha MOAATOLUTE, BKIYYYBajKM TM U CEKyHJApHUTE yNOTpeOU, € MHOTY
YyBCTBHUTEIHA 00JIACT BO HCTPAKYBAKHETO HE CAMO O] [TPaBHA IJIeJHa TOUKA, TYKY U OJ1 €THYKa.
3arpmKeHOCTa BOAW HEOTXOIHO /IO TOJIEMHOT aKIEHT IITO Tpeba /a ce Jajie Ha MPUHIUIINTE
Ha TPAHCIIAPEHTHOCT, J0BepOa M TMAapTHEPCTBO M CO Toa Ja TM pa3BHE MOJEIHTE 3a
KOHTHUHYHpPaHO HMH(QOpPMUpake U JWHAMHYHA COTJIACHOCT 3€Majku T'M BO MPEIBHUI
MHOT'YOpOjHHUTE ,,JIejCaXXH* Ha YNOTpeOM BKIY4UyBajKU T'M U CEKyHAapHUTe Haonu (248).
Opnpendure on T'IIIP 3a ucTpakyBame CYHITUHCKH C€ M3rPaZeHH Bp3 HMCKIYYOLU U
HAIIMOHAITHU OTCTAITyBama O] 3aKOHH KO C€ TTOCBETEHH Ha YOBEKOBHTE TpaBa. Ce mocTaByBa

npamamEeTO Aajin TUC onpezl61/1 Cce I/I363.J'IaHCI/IpaHI/I CO COOJABCTHU 3alITUTHU MCPKU HJIU T'O
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MNpCAN3BUKYBaaT CKOPCINHUOT HAIIPCAOK BO CTHKATa HITO AOBCAYyBa [0 Ipaliamkbe Oain

MPOEKTOT ILITO € 3aKOHCKH ycornaceH co ['J[ITP Bo cymTruHa € eTU4KH yCcOoriaceH.

Hpyro mpaimiame gaiyd IMOCTOjaT €TUYKH u3Mamu: mepcnektuBute Ha [JIIIP 3a
UCITUTAHUKOT U OnobaHkapcTBOTO? 3akoHCKa 00paboTka Ha mogaroru criopen ['ITIP (wien 6)
KOj IITO ' yTBpAyBa OapamaTa 3a 3aKOHUTOCT, Ha OBUE Oapama Mopa Jia ce Iiiefaar 3aeiHo CO
noce0HaTa 3allTUTA IITO UM C€ J]aBa Ha CEU(UIHUTE KaTErOPUH Ha MOJATOIH, BKITY1yBajKU
T'Y 3JJpaBCTBEHUTE U reHeTCKUTe nogaToru cnopen uieH 9 ox I'ITP. IllTo ce ognecyBa Ha uiieH
9, 9/1 3abpanyBa 00paboTka Ha MoceOHM MH(OPMANMK TOCEOHO IENOT KOj IITO BKIy4YyBa
reHeTcku nHGopmarmu HO WwieH 9 (2) (j) 7o3BoiyBa 00pabOTKa Ha TEHETCKUTE MOJATOIN KaKo
Jen Ha mocebHa KaTeropuja Ha IMOAATOIM ako ,,00paboTkaTa € HEONMXOoJHa 3a IIeNd Ha
apXUBHpame O] jaABeH MHTEPEC, HAYYHH, UCTOPUCKH HCTPAXKYBAYKU LIENTU WIH CTATUCTUUYKU
nenu®. [lonatamy, Moxxe 1a ce mpeB3emar A0noJHUTeNHU Mepku uieH 9 (4) og I'II1P npeky
ko oncerot Ha wieH 9 (2) ox I'/I[IP mMoXxe MMIUIMIMTHO Ja Ce MPOUIMPH, TO3BOIYBajKH
JOTIONTHUTETHU YCJIOBH Ha o0O0pa0OoTKa Ha 3APaBCTBEHM W TEHETCKU IMOJATOIM WU

OrpaHUYyBajKHU THU.

WHpuBuayanHUTe IpaBa U OTCTAIlyBamka MOBP3HU CO UCTpaxyBamwa criopen I'II1P um
00e30eyBa Ha MCNUTAHUIUTE ToeM Opoj mpaBa. Bo OGmoOaHKapcTBOTO 3a KOE IITO cera
300pyBaMe CIIeIHUTE MIPaBa ce OJ] KIIyYHO 3Hauewe: MpaBo Ha nHpopmanuu (4. 12-14), npasa
Ha npucrtan (4n1.15), mpaBo Ha ucnpaBka (wi.16), nmpaBo Ha Opuimiewme (4i.17), mpaBo Ha
orpaHuYyBamke Ha 00paboTka (uwi.18), mpaBo Ha MPEHOCTUBOCT Ha noAaronu (4i.20), mpaBo Ha
npuroBop (wi.21). JlomomTHUTENHN 3aIITUTHU MEPKU BKJIy4YyBaaT MPaBO HA U3BECTYBAHE MO
YCIIOB MCIUTAHUKOT Ja ro mobapain Toa (4wi.19), a Ha pacmonarame MOXKar Aa My OujgaT u
MPUCTAIIOT A0 MpaBJa BKIy4yBajKH IPAaBHU JIEKOBH, OJTOBOPHOCT M Ka3HUBOCT (ui.77-84).
Cenak, 0BOj 30Mp Ha MpaBa HAXKAJIOCT HE € BO CUTE CIyyau Ha pacrojarame Ha UCTTUTAHUKOT
BO UCTpaXyBameTo Ha OuobOankuTe. TOYHMOT 30Mp Ha MpaBa IUTO My CE€ Ha pacloyiarame
3aBHCH OJ1 HEKOJIKY OKOJHOCTH OJ1 KO KITy4YHa € JaJIi 3eMjaTa WieHKa OTCTaIluIa 01 OipeionTe
Ha ['JITTP cornacHo unen 89 (2) ox I'AIIP u/ nnm 6uobGaHkaTa ce MOTIHpa Ha OTCTAITyBama
MPEKy TUPEKTHO TOBUKyBame Ha oapenoute Ha ['I[IP cormacno unen 89(1). YUnen 89(1)
OBO3MOXKyBa 00paboTKa Ha T€HETCKH MOAATOLM 33 HAYYHOMCTPAKYBauKM LENU JOKOJIKY
MOCTOjaT COOJIBETHHU 3aIITUTHH MEPKH 3a MpaBata u ciodoaute Ha ucnutanukot. Mako I'ITTP
HE TH HaBeAyBa HCIPITHO THE 3AIITUTHA MEPKM Taa YKaKyBa JeKa HUBHATa IIeNl € ,,J1a ce
00e30e1m J1eKa Ce BOCIIOCTABEHU TEXHUYKH OPTaHU3AIMCKA MEPKH OCOOCHO CO IIeJ Ja ce

06636CI[I/I MMOYUTYBAKC HA MPUHIUIIOT HA MUHUMU3UPAKLC HA HOI[aTOI_II/ITe“. Osgue MCPKH MOKC

168



J1a BKITy4yBaart IceyIOHUMHU3alija 0] YCIIOB J]a 0BO3MOKYBa HCIIOJIHYBAE Ha MIPEABUICHUTE
UCTpaXyBauku 1enud. Bo cuTyanmmu Kora IOAAaTOLMTE HE ce CcoOMpaaT TUPEKTHO OJ
WUCIIUTAHUKOT (ymoTpeba Ha TpeocTaHaT MaTepujall) MPaBOTO Ha HHPOPMUpAE Ha
UCIIMTAaHUKOT COTJIACHO WiIeH 14 MOXKHO € Ja ce oTcramu. [[pyru mpaBa o KOu MOXe Jia ce
OTCTaIly o0 BKIydyBaaT MPAaBOTO HA OPHINIEHE COTIACHO WieH 17 Kako M MpaBo HA IPUTOBOP

yied 21.

[IpaBoTO Ha OTCTamyBame MOXKE J1a ce mpuMeHu coryiacHo wieH 89(2) ox I'IITP ako
OTCTalyBamara C€ HEONXOAHH 3a UCTPaXyBauku Iend. YmTe eaHa (yHknuja Ha
OTCTaIlyBambEeTO O] 00JIacTa Ha UCTPAKYyBAKETO OM MOXeEJa /1a JOBEJE /10 MOHUIITYBalkE Ha
MHoOTy of HaBeneHuTe nenu Ha ['JI[1P 3a uctpaxxyBame 1 Aa ja JoBee BO Mpalllamke Hej3uHaTa

CYHUITHUHCKA [EJI — 3allITUTATA HAa IIPUBATHOCTA.

Ilpenopaka 7: Xapmonuszayuja na 3akonooaecmeomo 3a ouovankume 6o Eeéponackama

3ae0Huua.

7.1 /la ce 600u cmemka 3a b6e3pe3epeHama co2iacHOCH 3a 3aWMUmMa Ha npasama Oypu u 60

Komjymepu3zupanama o0padomka u KOHCMPYUpareso Ha Mpexcumnte.

7.2 /la ce 600u nocebno 6Humanue u KOHMPOa HA TUYHUME U 30PAGCMEEHUNE NOOAMOUU
60 00/12U BPEMEHCKU Nepuoou nopaou MoXdCHUme 310ynompeou, moa 00 NPUYUHA

w3abopasnocm®.

8. Bo ogHOC Ha npamameTo ,,/Jlaju npakTHKaTa Ha BalaTa JjabopaTopuja e noj BIMjaHue
Ha MelYHApPOJHHWTe eTHYKH ynarcrBa?®, oarosopute Oea pasznuuHu U Toa: 76.5% of
UCNMTAaHUIIUTE OATOBOpUJIE JeKa NpakTUKaTa Ha JjabopaTopujata € MOJA BJIMjaHUE Ha
MeryHapOJHUTE €THUKHU ynaTcTBa, 17.6% oarosopuiie aeka jadopaTopujara camo BO OJpEAeHU
CEerMEHTU BO pabOTEHETO € MOJ BIMjaHHWE Ha MelyHapOJAHMTE €THYKM ymarcTBa, a 5.9%
OJroBOpWJIE JEKa MpaKkTHKaTa Ha JjaboparopHjara BOONIITO HE € IO/ BIHMjaHHE Ha

MefYHapOIlHHTC CTUYKHU yIIaTCTBA.

OparoBopuTe MoKakyBaaT JeKa HallWTe J1abopaTopuu paboTaT JOMHHAHTHO (TpeKy
76%) cormacHO co MEryHapOJHHUTE €THYKM ymarcTBa W Toa: HunOepmkuot xomekc (1947);
Hexnapanujata o Xeiacunku (1964); Yuusep3anna nexnapanrja Ha Y HECKO 3a uoBekoBHOT
reHoM u doBekoBute mpasa (1997), Konsennujata va OBueno (1997);IIpernen Ha eTnukure
acniekTu Ha reHerckara meaunuHa (C30 2003); MefyHapoaHa nekjapaiyja 3a YOBEYKHU

renercku nmogatoru (UNESCO 2003); Jlexknapauujata ox PejkjaBuxk (WMA 2019); N3BemTaj
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on C30 ox 2006 3a METUIIMHCKUTE TEHETCKH YCIYTH BO 3eMjUTE€ BO pa3Boj;Hacoku 3a
00e30enyBambe Ha KBAJIUTET MPH MOJIGKYJIApHOTO reHeTcko Tectupame (OECD 2007);
Hononuurenen npotokon koH KonBenmujara Ha OBueno (2008); MefyHaponeH €THYKH

komuret (2015).

Cure mnpaBHO OOBpP3yBaukKM WHCTPYMEHTH C€ OJHECyBaaT Ha Ba)XXHOCTa Ha
uH(pOpMUpaHaTa COTJIACHOCT, HO HE MOpa HYXKHO Jia ja MOCTaByBaaT KakO MPEeaycioB MPHU
CEeKyHJIapHUTe UcTpaxyBama. [lokpaj Toa I'IIIP BoBeayBa MOXHOCT 3a €JIEKTPOHCKA OHJIAjJH

COTJIACHOCT Kako mpu(aTiInBa OMIUja MoJ] YCIOB COTIACHOCTA JIa € jacHa U KoHIm3Ha (136).

Ha oBa Mecto 6M cakajie Aa ru NOTEHUHMpaMe TPUTE IJIEBHU OOJIACTH HAa BHUMAaHHE:
a.KJIMHUYKA Hera M OJHOC JIeKap- NalueHT; 0. 3aluTUTa Ha IpaBaTa Ha MalUEHTUTE
(MCIUTaHULUTE) U POJHUHUTE U B. IPEIHOCTUTE HA UHTEPAUCIMILUIMHAPHUOT nipucTtar. Cure
3ae[HO NpHUJOHECYBaaT 3a 3ajaKHyBambe Ha IOYMTYBambETO HAa YOBEKOBOTO JOCTOMHCTBO,
npaBaTa ¥ IPUBATHOCTA, CO LEJ Jla ce M30erHe AMCKPUMMHALMja OJl T€HETCKU NPUYUHHU.
Hajcnabu Touku 3a eukacHO CIpoBeayBama Ha OBHE Oapama ce HaoraaT BO HALlMOHAIHUTE
3/IpaBCTBEHU PETYJIATHBH IPEJl CE€, OHUE KOU Ce MOBpP3aHU cO Komepuujanu3anujarta va ['TT
TexHojiorujata. Kako HEONmXoJeH dYeKkop BO OUYEKyBamara 3a Ja Ce OATOBOPH Ha OBHE
IPEIU3BULM T'M NOTEHUUPAME WM3BAJOLUTE O IapaMETPUTE IUCKYTUPAHHU IOrOpe KOU '
nepuHupaar noeauHeuyHute nonuma Ha EJICU m Ha TO) HayMH TO JaBaaT BUCTHMHCKOTO
3HaueHEe Ha €TUUKUTE, IPABHUTE U COLMjAIHUTE Mpalllaka BO IJIaBHUTE TOKYMEHTH 00jaBEeHU

Ha OBHUEC TEMU O[] MefYHapO)IHI/ITe OopraHu3anuu.

Ilpenopaxka 8: Hawume nabopamopuu padomam OOMUHAHMHO CO2NACHO CO
MeryHapoonume emuyKu ynamcmea Ho Ou npenopauane u ocmanamume 04 2u cieoam
Merynapoonume npasuna Ha oOHecyearve (3aKOHU, KOOeKcu, NPAGUIHUYU, KOHEEHUUU) 60

OmMcCyCcmeo Ha HAYUOHAIHO NPAae6o 3a KOHKpemHuama oonacm.

8.1 Ilompeobno e merynapoono ycoznacysarwe na kpumepuymume npexy EJICH cucmemom

U no coopicuna u no ooem.

8.2 Ilpenopauysame kpumepuymume na EJICH 60 coznacnocm co merynapoonume
OuoemuuKku HOpMU 04 ROCAYHCAM KAKO OCHO6A 3a (opmupare HA HAUWUOHATHUME

pezyriamuéu Ha nePpCoHAIUIUpaAnma CEHOMCKa Meduuuna.
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9. Ha npamamero ,,/lann Tpeda 1a mMa ealykanMja Ha HaceJEeHHETO 32 MOJIEKYJIApHO
IreHeTCKO TecTHpame?*, peurcu cute ucnuranuuu 91.2% oxaroBopuiie mOTBPAHO, a CaMo

8.8% oxarosopwuiie AeKa He € MOTpeOHa eayKaIyja.

HaHpeI[OKOT Ha MCMIHaTa J0BCAC 10 MPOMCHU KOU LITO JIOTMYHO OJAT BO MMPAaBCI] HA
JIeKyBambe He Ha KOHKpETHa 0OJIECT TyKy Ha KOHKpeTHa 3a0osieHa jJu4yHocT. [lojaBa mo3Hara
Kako MepcoHanu3upana meaunuHa. [lepcoHanmu3mpaHata MeIWIMHA BO CBOjaTa CyIITHHA
JeKyBa WHIUBHIya. VHIUBHIyaTa BO HajrojieMa Mepa € OJpejeHa CO CBOjaTra I'CHETHKA.
Jloarame 10 3aKJIy4oOK JieKa MoJ00pOTO MO3HABamkhe Ha TEHETHKATa Ha CEKOja WHAMBUIYa CO
n00poTo pazdupame Ha MPOMEHUTE HAa HMBOTO Ha TEHOT HEOCIOPHO JOBEAYBa 10 MOI00pH
pe3ysiTaTd BO JIEKYBameTO. Pa3MUCITyBameTO MMa €IHOCTABEH M €AMHCTBEH MaT KOH IITO

HO,I[O6pOTO II03HaBalkC HA TCHCTHUKATA.

Crnenejku ja cBeTckara JTepaTypa HaofamMe MHOTYOpOjHM TPYJIOBM 4Hja OCHOBA €
3all03HaBakE CO CTENICHOT Ha MMO3HABAKETO HA TCHETUKATa Mel'y 3JpaBCTBEHUTE PaOOTHHUIIH,
Mery MPaBHUIIUTE, COIMjaTHUTE PAa0OTHHIIM, @ KAKO KOHTPOJIHA IPpyIa HajuecTo ce aHAIM3Hupa
MO3HABAKETO M 3aKIyYOLUTE HA aJJMHHUACTpAaTUBHHUTE paboTHHIM. [Ipamamara moBp3anu co
TeHEeTHKaTa MCTO TaKa Ce aHAM3UPAaT Mely pa3IMYHUTE BEPCKU 3a€THUIN KaKO XPUCTHjaHH,
MYCJIMMaHU, OyIUCTH, HO M Kaj aTCHCTH, arHOCTUIM UTH. [IoHaTaMy BpIIIEHU CE MCIUTYBamba
Mery UHAWBUIYH CO PA3JIMYHO HUBO HAa 00pa3oBaHME Kako U Mefy 0coOU CO pa3jinyHa BO3pacT.
CuTe OBHE MCIHUTYBama CO MOJATOIMTE IITO TH JOOMBaMe OJf HUB OBO3MOJKYBaaT IoroyieMa
YIOTPeOIMBOCT, HO U TTOJATOIM CO TIOT0JIeMa BPEIHOCT 3a Joarame 10 TJIaBHATa [el, a T0a €
TIOTOYHOTO JMjarHOCTUIIMPAR-E M MOJ00POTO JTeKyBame.(249-51). Ke oGpHeMe BHUMaHHE Ha
HEKOM OJ1 CIIOMEHATHTE €JIEMEHTH CO IIe a C€ OBO3MOXKM IIOT0JIeM YCIeX BO elyKalujara
CEeKaKo W TpeJl ce Ha 3APaBCTBEHUTE MPOGECHOHAIIIH, a TOHATAaMy H 32 IPYTUTe WHIANBHIYH

HAJYeCTO KaKO MaIllMeHTH.

W mokpaj Toa MTO T€HETHKAaTa KaKo HayKa BO MOCIEAHHBE HEKOIKY IEeCEeTOJIeTH]a
HarpeayBa co KPyIHH YEKOPH Cemak eayKalldjaTa € HEONXOJHa OWIIEJKH ce OTBapaaT HOBH
npaniama, HOBU 3JIPaBCTBEHU MPOOJIEMH KOU HITO CO CBOjaTa MpUpPOAa MmodapyBaar moroieMa
CTPYYHOCT M3pa3eHa MPeKy ce MOCYNTHIIHUTE METOIU Ha paboTa U TOJNKYBamke Ha JOOUEHUTE
pesynratu. Crnopen Alan Guttmacher u cop. mery OCTaHaToTO € HaBeIeHO JeKa 3a
OMOMETMIIMHCKUTE UCTPAKyBaul OBa € BpeMe Ha ,,FeHOMCKa epa‘‘. ABTOpHUTE 0AaBaaT JieKa
HAImpeaoKOT BO I'CHCTUKATA U FeHOMI/IjaTa KaKO ITO C€ CCKBCHUIMOHHUPAKBLECTO HA YOBECYKHUOT

I'CHOM, MallaTa Ha 4YOBCYKHOT XaIlJIOTHII, Oa3uTe Ha nogaTronu CO OTBOPCH IIPUCTAIl,

171



HOG(I)TI/IHOTO FCHOTUIIU3UPALEC U XCMHCKAaTa ICHOMHKA TH TpaHC(i)OpMI/Ipaa OCHOBHUTE U
TPaHCIAIMOHUTE OMOMEIUIIMHCKU UCTpaxyBama (250). Mopa na ce nedpuHHpaaT 3HacHATa,
BEIITUHUTE M CTaBOBUTE INITO Ke T'M Oapa TeHOMCKaTa MEIWIIMHA W Ja CE pa3BHjaT U
UMIUIEMEHTHPAAaT METOJAM KOM 3IPAaBCTBCHHOT MEPCOHAN ke TW Hayud. [IpumoOuBKHTE O
reHOMHKATa MOTPEeOHO € MTO Modp30 /1a ce TpaHchepupaar BO TprrKa 3a MALUEHTHTE CO Iel
NOMaJIKy MOEIUHIM Ja CTpajgaaT o]l MOpPOMIUTETH M INpeIBpeMEeHa CMPTHOCT. 3a Taa el
noTpeOHO € MTO MOOP30 J1a ce Hay4yaT OCHOBHUTE KOHIICTITH HAa TEeHOMUKATA CO IITO CETallTHUTE

CTYACHTH Ja CTaHaT JOXWBOTHH YUCHUIM HA I'CHETUKATAa U TCHOMHKATA,

Cropen Robert Chapman, renerckata Hayka € KiyyHa OWAEJKM T'H JONUpPA CHUTE
acIreKTH Ha 40BeKOBOTO mnocroemwe. JHK cexBeHnaTa Ha eiHa TMYHOCT OTKpHBA MH(DOpMaUU
3a MUHATOTO, CETAIlTHOCTA M UIHUHATA; UMa UMILIHKAIIUY 32 OCHOBHUTE YOBEKOBH IIPaBa KaKo
mTo e mpuBarHocta. O6e30eayBa CyIITHHCKA ajlaTKa IITO MOXKE /1A MMOCTYXKU 32 MHOTY LIEJH
BO CEKOjJHEBHUOT HMBOT BKIy4yBajKuM ja MeAunMHATa W (OpEeH3UKaTa. YHHBEp3IHATA
TeHETCKa MUCMEHOCT K& UM OBO3MOXKM Ha JIyI'€TO Jia JIOHeCyBaaT WH(POPMHUPAHHU OIIYKH 3a
ynorpebara Ha HUBHUTE reHeTCKH nH(popmanuu. [Tokpaj Toa, FeHeTCKH MMCMEHHTE OIIITECTBA
ke Oumpar momoOpo OompeMeHW 3a pa3Boj Ha TOJWTHKU 3a eTWdku (ep pacrpenenda Ha
NpUIOOMBKHUTE OJ1 TeHETCKaTa HayKa. | eHeTckaTa MICMEHOCT HE € caMo 3a 3rojieMyBamhe Ha
3HaCHETO TYKY MM OBO3MOXKYBa Ha JIyeTO Ja M3pazyBaaT MH()OpMHpaHU MHCICHa U Ja ce

BKJIy4yaT BO TUCKYCHU M 1e0aTH BO BPCKa CO IpUMeHaTa Ha FTeHETCKOTO 3Haewe (251).

[TpBHOT YeKOp KOH NOCTUTHYBaE HAa YHIUBEP3aTHA T€HETCKA ITMCMEHOCT € MPOIIEHKATa
Ha F'eHETCKOTO 3HAaeHhE U CTAaBOBUTE Ha JIyIeTO KOH reHeTukara. MoKycoT € Ha MeJUIIMHCKATa
reHeTuka, Ouojorujara U esoiyuujata (252). CnoMeHAaToTO € 3aKIy4yeHO BOIJIAaBHO CO
UCTIMTYBamkbe Ha JOJUIUIOMCKATa TOMyJalija KOW ce 3aHMMaBaaT W HE Ce 3aHMMaBaaT Co
NPUPOJHU HAayKW . Pe3ynrTature on OBHE CTyIWH CyrepupaaTr JeKa T€HETCKOTO 3HAacHke €
HEJIOBOJIHO Kaj omimuTara nomyjanuja (253) . HanpaBeHa e MefyHapoaHa aHKeTa 3a IeHeTCKa
nucMeHoT u craBoBH (International Genetic Literacy and Attitudes Survey— IGLAS) na ronmem
NPUMEPOK OJ1 YUECHHIIM O]l PA3JINYHU JeMOTpapCKU CPEAMHU CTPATH(QHUIMPAHU 33 aHAIIN3U
CHIOpell BO3pacT, oOpa3oBaHWE, 3aHMMAame, 3€Mja Ha IKHBECHE, CPEAHO OOpa3oBaHMHE,
PETUTHO3HH U OJTMTUYKY IPUTIAHOCTU. brjie n3MepeHu reHeTCKUTe 3Haeha U CTABOBUTE KOH
reHeTUKaTa BKIYUYUTEIHO M KOJKY € BEpOjaTHO YYECHUIUTE Ja Ce MOJUI0KAT Ha T€HETCKO
TECTHPamke, BAXXHOCTA HA TEHETCKUTE MCTPaKyBamba BO 00Pa30BaHHETO W KAKO T'€HETCKHUTE

uHpopManuu Tpeda 1a ce KOPUCTAT BO PaBHU CIIydau.
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Op uctpaxyBameTo, aBTOpUTe 3aKiayuywie neka 85% oxn apxasute Bo CAJl Hemane
COOJIBETHHU CTaHJAp/IH 3a FTCHETCKO oOpa3oBaHue. Bo 0IHOC Ha CEMEJHUOT PU3HUK 011 0OJIECTH
Ouila OTKpHEHA OrpaHMYCHa T'CHETCKa MHCMEHOCT BO PYPATHOTO HACEJICHHE MOCEOHO BO
MekcrkaHCKO AMepakaHCKOTO HacelieHHe. MHOTY Hao/I OKaKaJie MHTUYUTHBHUTE CTAaBOBH
3a HacJeIHOCTa yecTonaru Owie morpemHu. Ce jaByBa €IHa HEYCOTJIACEHOCT KOja IITO €
HABUJIyM OYHIJICIHA CO 3€Mame BO MPEIBUI, MeryToa CO rojema J03a Ha IMOTICHYBame
HACJIC/IHOCTa Ha OCOOMHHTE 32 KOM C€ MHUCIIH Jieka OWie TOj| CBECHa KOHTPOJA M JeKa IO
CBOjaTa MpHUpOJIa Ce JISCHO MPOMEHJIMBHU KaKO IITO € HA TPUMEp TeJIECHA TeXKHHA, MOTHUBAIH]a,
JNOCTUTHYBamka UTH. CIPOTHBHO HA OBa OWJia MpeEleHeTa HAcJeJHOCTA Ha OCOOMHHMTE KOH
YeCTONMaTH Ce CMeTaje 3a MOPUKCHH, KaKo Ha MpuUMep 0oja Ha OdYM, TeJleCHA BUCHHA,
KoehuMeHT Ha wuHTenureHuuja WTH. [IpobGremu co reHeTckoTo oOpa3oBaHue Owuie
UICHTU(HUKYBAHHU BO TOJIEM OpOj Ha 3eMjH, a CE COCTOEJIC BO Pa3JIMKH BO HACTABHUTE ITPOTPaAMH,
MOJUTUKHUTE 32 CPEIHOTO 00pa3OBaHHE, MPABOTO JyPU U BO MEAMYMCKOTO H3BECTYBambe 3a
reHeTckuTe Haoau. OBa MOCICIHOTO BEPOjaTHO € TIOBP3aHO CO TOJIeMHU TyOHO3U HAjUeCTO O]

(1)I/IHaHCI/ICKa HJIN IIOJIMTUYKA ITPHUpOJaa.

Hexowu nypu 1 mocTapu CTyauu MOKaxase JAeKa MPEeCTaBHULIUTE Ha HeKoU npodecuu Ha
prUMep Kako IITO € MeIUIIMHCKAaTa Hera CIIOCOOHM Ce J1a TO MMIUIEMEHTHPAAT 3HACHETO 32
reHeTuKa co LeJ Jia ja mojoOpaT cBojaTra cekojaHeBHaTa mpaktuka. Calzone et al 2010.
PasrneayBanu mer npodecun U Toa: JEKapuTe, aJBOKATUTE, HACTABHUIIUTE BO OCHOBHUTE U
CPeIHHTE YYWJIMINTA, YHUBEP3UTETCKUTE TIpEeNaBayd M KaHIEIAPUCKATE PAOOTHUIM CO
OYEKYyBame JICKa HAjTOJIEMO 3HACHE BO BpPCKa CO TeHETHKaTa Ou mmane sekapurte (254).
HHTepecHO € mpalmamero, a moceOHO KOHCTaTalMjaTa Jeka POAUTEINTE Ce HAajaKTUBHU BO
OapameTo MHPPOMALIMY 33 Pa3BOjOT Ha COICTBEHOTO JIETE CO LITO MOXKAT J1a CTEKHAT MOoBeke
TE€HETCKH 3Haewa. VIHTepecoT M CTEKHYBAaWmHETO HA 3HACHATA € MOCEOHO 3a0eNeKUTEITHO Kaj
POAMTENINTE KO MMaaT MOBEKE OJ €HO JeTe W 3a0elie)KyBajKu TH pa3IMKUTE Mery jerara
CTaHyBaaT IOCBECHU 3a CIIOKEHOCTa Ha MPOLIECUTE Ha TeHWTEe, Na JAypU aHAIM3UPaKH TU
pPa3IMYHOCTUTE HE HUCKIyYMBO BO Kopenauuja Mely TEeHUTe TYKy W BIHjaHHETO Ha

HaaBOpCUIHAaTa Cpe€anuHa.

I/ICTpa)KYBaI-LaTa HOTBpI[I/Ija JCKa ITIOBUCOKUTC HHUBOA HA OIIIITO O6pa30BaHI/Ie Haj‘{CCTO
C€ BO IIO3UTHBHA Kopenaunja CO IMOBUCOKATa HaydYHa MHUCMCHOCT. JlornuHo ce OYCKYyBa JICKa
T€HETCKaTa IMHUCMCHOCT Kaj UHAUBUAYUTEC € NPOIOpHHOHAaIHA CO ITOBHCOKO HHMBO Ha OIIITO

obpazoBaHmue.
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[To oGjaByBameTO Ha EMOXATHOTO 1IN0 Ha J[apBUH ,,3a MIOTEKJIOTO Ha BUJJOBUTE TPEKY
MPHUPOJIHA CETICKIM]a* HacTaHaJI CIIOp IOMETy eBOJyIHjaTa, TeHeTuKara u penurujata (lapsun
1859). IloBeke wucTpakyBama YTBpJHja HEraTMBHAa BpPCKa Mely pejurdjaTa W HaydYHaTa

nmucMeHocT (255,256). Jluckycuure U moHaTamy Tpaart.

JwieMuTe W AUCKYCHHUTE HE Ce 3ajprkaa MCKIYYHMBO MEry pelurdjata U HaydHaTa
JABHOCT TyKy ce BMeIlaa BO MOJIMTHKATA TaKa [ITO KOH3EPBATUBHUTE JIyl'e BEPOjaTHO MOBEKE
KyIlyBaaT JMTepaTypa 3a MPUMEHETH KOMEpLHjallHU HayKH, JoJeKa JOepaauTe ce MmoBeKe
npuBieueH o GpyHaaMeHTamHUTe Hayku (257). JloruuHo ce ouekyBa Jeka jubepanure o6u
MIMaJie TIOBHCOKH 3Haewa 3a reHerckute Moaupukanuu. Ox Opyra cTpaHa Iak JHOepaIuTe
HOKa)XyBaar IOrojeM OTIIOp KOH MO3UTHBHHUTE MPUAOOUBKH OJ] TCHETCKU MoauduIpaHaTa

XpaHa.

Bp3 OCHOBa Ha IPETXOJAHU HCTpA)KYyBakba IIOIYJIApHU MCEAWUYMH MIHUPYM CBCTOT
MpoAOJIKYBAAT Aa U3BECTYBAAT 3da 'CHETCKU HAOAU AYPU YCCTOIIATU U CO IMMOI'PCIIHU HACJIOBH.
HYf‘eTO mTO NMaaT MOroJICMO IrcHeTCKO 3HACHKkC 3a Cpef(a MOXaT Ja 6I/II[8.T MMOMAJIKY IMOJJIOKHU

Ha TaKOB BHJI HA TeHETCKHU Ae3uHpopManuu. Ho, mapure cexoranr ja qoOMBaaT BOjHATA.

3a cpef<a, BO ITOCJICIHO BpEMEC HOCTOjaT JOKa3u, a 6J1ar0z[apeHI/Ie Ha pCJICBAHTHO 3HACIHEC
KO€ O03BOJIyBa HpI/I(i)aTJ'II/IBOCT 3a TCHCTCKU TECTHUPAmkba BO OAPCACHH HOTp€6HI/I KOHTCKCTH.

[Ipen ce pa3Oupajku ja KOPUCHOCTA 32 HUB WJIM HUBHUTE POJHUHHU.

Ha oBa mecto Ou moTeHIupane aeKa Jiyf'eTo co MoroyieMo 3HaeHhe 3a TeHeTHKaTa uMaat
1orojieMa KOPUCT Off TEeHETCKUTE JIOCTUTHYBamba KaKko MITO € MorojieMara MorOTBEHOCT Ja ce
OJITy4aT 3a TEHETCKO TECTHPahE OJ] MEIUIIMHCKH MTpUYrHU. Kako mrTo cyreprupa HeraTUBHATA
Kopenaiyja Mel'y TeHETCKOTO TeCTUpame M JIETEPMUHU3MOT JyFeTO CO MOT0JeMO T€HETCKO
3HaeHE€ UMaaT MOpPeaJUCTHUEH TOIJIe] Ha U3BOPUTE HAa MHIWBHUIAYyamHUTE pa3nuku. Ho, na
Oougeme 00jeKTUBHM Kopemaiijara Oerne ciada ImTo yKaxyBa JeKa MHOTY (aKTOpU BIMjaaT

HaaABOP OO 3HACHCTO.

ITponieHkara 3a reHeTckaTa MMCMEHOCT MOXKE Ja CE HAIIPaBH Ha TPU HA4MHA M TOA CO
MO3HABamkE, 3HAaeHE U BeITHHU. Pe3ynraTure of cTyaujata cnposeaeHa Ha 2050 uneHOBH Ha
ommtaTta nomynanyja u 2023 3anuiiaHu Bo rojieMa reHeTcKka UcTpaxkyBauka ctyanja Bo 2021
roJMHa W CIOPENEHU CO CIMYHAa aHKeTa crposeneHa Bo 2013 roaunHa cyrepupaar aeka
reHeTcKaTa IHCMEHOCT ce MoJo0pyBa €O TEKOT Ha BPEMETO, OCTaBajku MPOCTOp 3a
MMOHATAMOIITHO TI0/I00pyBame. 3aKITy4OKOT Cyrepupa ce moTpeOHN 00pa30BHU HHTEPBEHITNH 3a

00e30emyBame Ha TMO3HABAKETO W Pa30MpPameTO Ha OCHOBHUTE TeHETCKH KoHIenTtu. Ce
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npeajaraar IMOHATaMOIIHKU HCTPAXyBamba Ha BJII/IjaHI/IeTO Ha YydecCTBaTa BO TI'CHCTCKUTC
HCTpaXXyBamba Bp3 TCHCTCKATa MIMCMEHOCT, a IIPU TOA Aa CC YTBPpAAT MOMMPCIU3HO MCXAHU3MHUTC

3a MOTEHIINjaJTHATE UHTEepBeHIIUU (258).

Co HampenoKOT Ha TeHOMCKaTa MEAMIIMHA, CC MOBEKE MAIMEHTH MOXKE Ja HUMaar
HapyIIyBama CO MPETO3HATINBA TeHETCKa KOMIIOHEHTa Koja Tpeba COOJIBETHO Jla Ce TPETUpa.
3npaBcTBEHUTE PAOOTHUIM KOM HE TH TO3HABaaT OCHOBHHUTE KOHIICTITH Ha MEAMIIMHCKATa
TeHETHKA M CTaBaaT CBOWTE MALMEHTH BO PU3HK J1a He ja T00HjaT Hajro0paTa JocTarHa Tpuxka,
a co Toa u cebecH ce ctaBaaT BO PU3MK O[] Tyxk0a 3a jekapcka rpemka. Cenak, mpakTH4apuTe
BO IpUMapHaTa ¥ BO CEKyHIapHaTa 3JpaBCTBEHA 3allTHTA K& Tpeba 1a OuaaT CupeMHH Ja ce
crpaBaT CcO NpPBUYHUTE Oapama Ha MAIMEHTHTE, Ja OWJaT CBECHU 3a MOTCHLMWjaTHUTE
UMIUIMKALUKN O]l CeMejHaTa MUCTOpHja, 1a TH MOHyAAT WH(POPMAIMHUTE MTOBP3aHH CO HUBHATA
cnenupuyHa 00JIACT M COOJBETHO Ja TH ymarar IOSAWHIINTE WM CEMEjCTBaTa Kaj
KOMIIETEHTHH JIaBaTeld Ha 3/PaBCTBEHH  YCIYyTH, BKIYYUTETHO H  TEHETCKHUTE
crienyjanucTuuky ycayru. Mcro Taka, na ce HampaBu pasnuka Mery o00e30em1yBameTo Ha
OCHOBHHM TEHETCKM MH(OpMAalMU U OBO3MOXKYBAWETO Ja My CTaBaT THE MH(OpMAIMU Ha
NAIMEHTOT BO YHOTPEOJMB KOHTEKCT MPEKYy CIEHUjaIM3UPAHNOT TIPOLEeC Ha TEHETCKO
COBETYBAaE IITO € BIIPOYEM BO HAUICKHOCT Ha 00YUYCHH T'eHETCKHU crienujannucTh. [IpakTukara
MOKa)XyBa JIeKa HajroJeMHOT Opoj Ha MalMeHTH CO I'eHETCKU MpobiieMu ke ce oOparaT Ha
MaTHYEeH JIeKap, a HEOCIIOPHO € JIeKa MaTHYHUTE JIEKapU Ce 3aMHTEpeCHpaHH 3a ce Iovecta u

MOKBaJIUTETHA O0yKa 3a TE€HETHUKA.

Hammre cornenyBama ce HCTOBETHHU CO cocToj0aTa U BO Apyru modoraTu 3eMju (259)
KaJie IITO € YTBPACHO JieKa ¥ TaMy Kaj MAaTUYHHTE JIeKaph 00pa30BHATa T€HETCKA MOATOTOBKA

HEJI0CTacyBa .

He tpeba na 3ab6opaBume JieKa TOMOIHOIHUTEIHO 00pa3oBaHKe 32 TeHETHKa TOTPEOHO
€ 3a MEIMLIMHCKUTE CEeCTPHU, a CTyAMjaTa U3roTBeHa oa Burke u cop.. mokaxyBa Jeka Mako
MEIUIIMHCKUTE CECTPH M aKyIIEPKH ja COoTJieAale moTpedara oJ 3HacHEe 3a TEHETHKA THE Ce
YyBCTBYBaJI€ HEMOJATOTBEHHU 3a Mpakca Bo Bpcka co reHerukara (260). CnuyHu pe3ynraTu ce
nobuie u Bo cTynujata usrorsena oa Christianson u cop. Ha IUIIJIOMUPaHH CTyACHTHU (261),
¥ BO TOITyJIAI[MOHAaTa cTyAuja Bo PUHCKa KOja FreHepallHO MOKa)kaia HeIOBOJIHO MO3HABAE, a

CO TOa U pa3dupame Ha TeHUTe U HacienHocTa (262).

Hammre pe3yiITaTu CC BO COITIACHOCT CO PE3YJITATUTE BO APYIr'U 3eMjI/I n MOXKE 1a C€

W3BJICUE 3aKIYUYOK JIeKa T€HETCKOTO 00pa30BaHME € C¢ YIITE€ HEIOBOJHO, OCOOEHO BO BpeMeE
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KOTa FeHeTUKaTa HarpexyBa co KpYIHU YeKOPH HaIlpell, a CTpaTeruckaTa cocTojoara € Takpa
IITO HEJOCTacyBaaT JOBOJIEH OpOj KOMIETEHTHH CTpy4Ymalu. JacHO € jJeka € moTpeOHO
MaKCHUMaJHO TOA00pyBame Ha CHeCH(PUYHOTO TEHETCKO O0pa3oBaHHME M TOAa TMOCEOHO BO

NPUMapHOTO M CEKYHJIAPHO 3/IPaBCTBO.
Ilpenopaxa 9: Heonxoono e nompeono oa ce npezemam HeKoJIKy HenoCpeoOHU YeKopu u moa
9.1 I'paderse mocmosu nomery oCHOBHUMeE HAYKU U KIUHUYKAMA HACMABA

9.2 I'enemuxama mpeba 0a bude 8KIyYeHa KAKo 0ell 00 HACMABHAMA NPocpama 3a ooyKa Ha

HacmagsHuyu, 1eKapu U MeOUYUHCKU cecmpu, NCUXon03u u opyau npoghecuoHatyu.

9.3 Ilompebno e aoxcypupare Ha 2eHemcKama HACMABHA Npo2pama 60 obykama Ha
cnomenamume NpopecuoHaIyu co KACKAOHA NPAKMUKA NPU WMo 3HAeremo 3a00IHCUMETHO

Ke cmuene 00 deyama, pooumenume u ONUmMecmseomo 60 YeiuHd.

9.4 Edykayuja Ha nayueHmume 3a 2eHEMCKOMO mecmuparbe Ha pa3oupiug HA4uH 3a 0d

Modicam 0a 0oHecy8aam asMOHOMHU 00JYKU
9.5 Edykayujama na nayuenmume mMopa 0a buoe nepcoHaru3upand

9.6 Ucmpaosicysaukume uHCmMumyyuu u MeoOuymckume KOMRAHuu mpeda oa ce cmpemam 0a

obezbedam jacHu u MOYHU UHDOPMAYUU 3a JABHOCMA.

9.7 Obpasosnume unmepeenyuu mpeda o0a ce @okycupaam Ha emuykume, NpasHume u

couujaﬂHume npawiarea Ha coepemerama ceHemuKa.

10. Ha npamamero ,,Jlajm Tepeda 1a umMa noaodpo pemaBame Ha eTHYKUTE NPaliamba BO
MoJieKkyJapHaTta reHetuka“, 28 (82.4%) on WCHHUTAHUIIUTE OJATOBOpUIIE TMOTBPAHO, a 6
(17.6%) cmerane nexa HeMa MOTpeda 3a MOAOOPO pElIaBamke€ HAa €THYKWTE Tpaliama BO
MOJIEKyJIapHaTa reHeTuka. [loronemMuot 6poj 01 UICIIUTAHUITUTE OATOBOPUIIE JIeKa Ce MTOTPEOHHN
JOTIOTHUTETTHU CO3HAHM]ja BO 00JIacTa Ha MpUMEHaTa Ha €THYKUTE HOPMU. TaKBUTE HOPMH BO
BUJ Ha KOHBEHIIMM U JIeKJapallMd UTH. MOCTOjaT He ce (¢opMupaHu Oe3 moTpeda, a ce BO
ynoTtpeba BO 3eMjUTE KOH YHja LITO pa3BUEHOCT UMaMe CTPEMEKHU. 3HAUU, pa3MUCITyBambETO
Ha TeHETHYapUTE KO IIITO T'0 JIajie OBOj OJTOBOP € JIOTHYEH 1 300pyBa 32 HUBOTO Ha TIO3UTUBHO
pa3MHCIyBalke KO€ IITO HE € MCKIYYMBO BO PaMKHTE HAa WHAWBUIyaJHATa IMOJI3a TYKY Ce
OJIHECYBA KOH MOJI00PYBamkEe Ha IIEJI0TO OMIITECTBO BO AEJOT HAa FeHEeTUKaTa. 3Ha4H, IOCTOjaT
MEPCIIeKTHBH U MOEIUHIIM KOU IITO BO HUBOTO HAa TEHICHIIMHUTE 332 Pa3BUTOK HA T€HETCKHUTE

peryjaTHUBU BO HAIllaTa 3€Mja pa3MHUCITyBaaT 3a HAUMHUTE 32 MPUOIMKYBabe KOH TPUHITUITUTE
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Ha paboTa U KOPUCTEHE HA MpaBHATa PeryjaTHBa BO M0JI3a Ha PAa3BUBAIGE HA CUTE €IIEMEHTH
noTpeOHU 3a Pa3BUTOKOT Ha TeHeTwkara. Kora ke momMuciamMe Ha Toa JieKa TeHETCKHUTE
UCTINTYBamba HE CE CaMO TEXHWYKHOT JeJl Ha TeHeTcKaTta o0padoTKa TyKy M ETHYKHTE,
NPaBHHUTE U COLMjATHUTE EIIEMEHTH OYSBHTHO € JIeKa CMe Ha NpaBuoT rnat. CurypHo, paborara
ke OuJe 0JITOTpajHa M MAaKOTPIIHA HO 33JJOBOJICTBOTO € I'OJIEMO KOra JOMHHHMpa CBECHOCTA

ACKa CH Ha MMPaBUOT IaT.

Cekako Mopa jia npudaThuMe JIeKa eTUKaTa Urpa MEeHTPaIHa yJora BO MEIUIUHCKUTE
UCTpaXXyBama BO 3eMjuTe BO pa3Boj. OOjekTuBHHTE aeOaTH Mopa na ce (oKycupaaT Ha
KOHTPaBEpP3UUTE KOTa C€ BO IMpallamke MEryHapOJHO CIOH30PHPAHUTE HCTPaKyBama, a
OCHOBATa Jia He peyeMe IJIaBHUTE CTOJI00BHU ce popMupaar 0e3 COOJIBETHO YUECTBO Ha 3EMjUTE
BO Pa3BOj WJIM NPU3EMHO Ka)KaHO BO OJHOCOT IOMEry CTHYKUTE YMaTCTBa M MPOIHCU
HEpa3BHEHUTE 3€MjHU J1aBaaT YOBEUYKH PECYPCH, a jaBHO3/IPABCTBEHATA IMOJ13a € BO KOPHUCT Ha
pa3BHEHHTE 3eMjH. FIMEHO, Y4EeCTBOTO Ha 3aeHUIIMTE HA 3€MjUTE BO pa3Boj, HHOpMHUpaHATa
COTJIACHOCT CIIOPEJICHH CO MPHIOOMBKUTE CEKOTalll MOKPaj TeXKHMHATA KOja ITO € 0a3MYHO Ha
3eMjUTE BO Pa3BOj CO TOA CE€ 3aBPIIyBaaT 3a HUB. Pe3yiTaTuTe rl KOPUCTAT Pa3BUCHUTE 3EMjU
npes ce BO €KOHOMCKHOT jei. Iloykara oa BakBHOT OJHOC € J1a c€ BOJAT IOTOJIEMH jaBHU
nebaTH BO 3eMjUTE BO Pa3BOj CO KOPHUCTEHE HAa EMUAEMHUOJIOIKUTE U IPYTH UCTPAXKYBakha BO
KOPHCT Ha jaBHOTO 37paBje. Co apyru 300poBU 3eMjUTE BO Pa3Boj IITO MOBEKE Ja T'H KOPUCTAT
MOJIaTOIIMTE OJ] UCTPaKyBamaTa U Ja ce OOMAyBaaT Ja ce MPUOIMKAT KOH 3ApaBCTBEHUTE
CTaHJap/id Ha Pa3BHEHUTE 3€MjU U TIOKPa] OTIOPUTE HA KOM IITO Ke HauayBaaT. Camo mpexy
TaKBH TIPOAKTUBHU MEPKH MOXaT Ja ja HMCKOPHUCTAT TIJIoOaiu3anujata W TEHOMCKaTa
peBonynuja. Co Apyru 300pOBH aKko Beke ce KOPHCTAT HUBHHUTE PECYpCH Ja ce MPUOaBH IITO
morojieMa Ioji3a 3a pPa3BOjOT Ha CONCTBEHOTO 3ApaBcTBO. Kora ru crnomMeHaBMe
rofanu3anyjata U HEJ3MHUOT 3a0p3yBadykd TPEHJ 0€3 HEOIXOJHO MOTPEOHUTE 3AIITHTHHU
MEPKU WM TIOMHAaKy Ka)XaHO HENPHMCHYBAmbe HA 3aIITUTHH MEPKH YIITE MOBEKEe Ke To
poju1adoyaT ja30T Mery pa3BUEHUTE U HEPA3BUEHHUTE 3€MjU BO 3/IPABCTBEHUTE HEETHAKBOCTH.
3omto? OroBOpOT € MHOTY €QHOCTaBEeH, a TOj € JieKa JOOPOTO 3/IpaBje Ha HACENEHUETO €
KaMeJITeMEITHUK Ha €KOHOMCKHOT HaIlpeoK. 3aMariyBameTO Ha cOCcToj0aTa co hopcupameTo
Ha MPUBATHUOT CEKTOP BO €IHH 3E€MjH, a JaBHUOT CEKTOP BO JIPYTH 3€MjH HEMa Jia JIOBEHC
HUIITO J00OpO Ha 3/PaBCTBEHUTE ILIETM BO MOBEKETO 3eMjU BO pa3Boj. Jla Oumeme a0 Kpaj
MCKPEHH POIICTBOTO € BO OBaKBa UJIM OHAaKBa (hopMa ceyIre npucyTHo. Mopa ja ce mpoMoBupa
€THAaKBOCTa BO 3/[PAaBCTBEHHTE HCTpPaKyBama Ha Tri00aqHO HMBO CO INITO K€ C€ 3ajaKHaT

KaIraluTeTUTe Ha 3eMjUTE BO Pa3BOj 3a CIIPOBElyBamhe Ha UCTPAXKyBambarTa IITO CE PeJIEBaHTHU
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3a HUB. [IIaHUPamkETO U CIPOBEIYBAKETO HA BAKBUTE UCTPaKyBama MOpa CEKako Ja OupaT
BOJICHU O] OCHOBHMTE IPUHIIMIIM YOBEKOBOTO JIOCTOMHCTBO M €TWKa. Bo ckopo Bpeme ce
BOJIEII€ 3HA4YMTENHA Ae0aTa 3a €TUYKOTO CHPOBEAYBambe M KOHTPOJATa Ha 3]PABCTBEHUTE
UCTpaXKyBakka, HO BO rojieMa MepKa ce OJBUBalle Mely €THYapUTe U HCTPAKyBayUTE BO
pa3BueHute 3eMju. Toa moapa3dupa aeka CTaBOBUTE HA MPAKTHUAPUTE OJ1 JABHOTO 3/1PABCTBO

U UCTPAKyBaYHUTE O] 3¢MjUTE BO Pa3Boj Oea HEeJOBOJIHO 3aCTAlCHU.

KpajaroTr 3akinydok 3a HCTpakyBamaTa BO 3€MjUTE BO pas3Boj Oelie TOHECEeH Of
Coserot 3a MeryHapoaHa opranuzanuja Ha menuuuHckd Hayku (CIOMS) koj Bo copaboTka
co C30 rum mpemioxu ymnarcrBara 3a MeElYHApOJIHO UCTpaxyBame. YmarcrBara Oea
JIOTIOJIHUTETHO HU3MeHeTH BO 1993 roaumna kako MeryHapogHu €TUYKM YIATCTBA 3a
OMOMEIUIIMHCKU HCTpaKyBama KOW BKJIydyBaaT Jiyfe M MOMEHTAlHO C€ BO Ipolec Ha
noHatamomrHu peBusun (147). Haxanoct, nako ymarctBara Oea o0jaBeHH W MPHU3HACHU O]
areHIMUTE BKJIYYEHH BO HCTpaXKyBamara Ha Jyl'e HHBHOTO CIIPOBEAyBame U MpHpakame
OcTaHaa BO roiieMa Mepa 1o0OpoBOIHH. 3a WiycTpalyja Tpeda 1a KakeMe J1eKa METUIIUHCKUTE
UCTpa)XyBaul HAMEPHO HE ro MPUMEHHA TPEeTMaHOT Ha AdpoaMepHKaHCKUTE MAlUEHTH CO
cudmuc Bo Tackuru Anadama Bo CA/JL (263) ITo obenenyBamero Ha nHpopmarmute Bo CA/J]
Oeme popMupaHa HaIMOHAIHA KOMICH]a 3a pa3B0j Ha MPUHIIMITY U YIIATCTBA BP3 HCTPAKYBAbE
Bp3 Jyre. IlocnenoBaTenHuoT u3BemITaj Ha belMOHT ce mornupamie Ha XeJlCHHIIKara
JIeKapanyja ¥ MOoceOHO WCTaKHA TPU NPUHIMUIK: TOYUTYBAake€ HA WHAMBHIyalHATa
aBTOHOMHU]Ja; JOOpPOHAMEpPHOCT U TpaBaa. Meryroa paborara He 3acTaHa Tyka. I[lanen on
exkcrieptu cBukan oa C30 3a na pasriena crpaTeruu 3a npeHecyBame Ha XVB o majka Ha
JieTe To CMeTaa 3a IPEMHOTY CKall 3a 3eMjUTe BO pa3Boj U Mpernopadaa MoeJHOCTABEH PEXUM
KOpUCTEJKM TIUianedo rpymna Kaj KOHTPOJHHUTE momyianuu. bea HampaBeHM ocyMHaeceT
UCIUTYBalka Ha aHTUPETPOBUPYCHHU JIEKOBU OJ] Kou 15 kopucrea mianedo rpyna. 1977 ronuna,
a 1o o0eJI0/ICHyBaWkETO JieKa € ynoTrpeban ruianebdo (264,265) HacTaHa MpoJI0OJKEHA U OCTpa
nebaTa 3a €eTUYKUTE acleKTH Ha BaKBOTO MCIUTYyBamwe. EfHa rpyna etmuapu cMmeraa Jeka ce
IpEeKpIIyBaaT OCHOBHHMTE YOBEKOBHM IpaBa J0j€Ka IPYyTd HCTpaKyBauu cMeTaa JieKa €
notpebaH peam3aM | MparMaTHyeH MPHUCTal KOH WHTEPBEHIIMHUTE BO jJaBHOTO 3JPaBCTBO 3a
cripedyBame Ha peHocoT Ha XM B ox Majka Ha fete, a moceOHO BO 3eMjHUTE BO pa3Boj. 3a BoJija
Ha BUCTHHATA U MOKpaj OOMANTE HA HAyYHHUIMTE O] 3€MjUTe BO Pa3BOj KOMU ce o0ua0a Ja ro
peMocTaT ja30T cakajKu Jia ja mpoIupar gedarata Bo rojieMa Mepa 6ea urnopupanu (266). Ce
npanryBaMe i HayYHHUIMTE O]l Pa3BHEHUTE 3€MjH BO YCIOBHUTE BO KOHW INTO JKUBEAT U

paboTaT mMaa UCKpeHa BoJja Ja ro HaMajaT OpojoT Ha UCIUTAHUIIA KOPUCTEHH O] TIOMAJIKy
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pasBueHute 3emju. Haxamoct cocrojbara BUUIMBO HE € mpomMeHeTa, 6apem He oceTHO. Ce
npaBaT HAMECTO CYHITUHCKU KO3METHYKH MPOMEHU M MOKpPaj MPU3HAHUETO 32 00jeKTHBHATA
coctojb6a. OUurieHO EKOHOMCKHOT (hakTop, a Toa MOXKE J1a C€ BUIU U OJ TOA IIITO M camara
nebaTta € COH30pHpaHa 01 HAJABOPEIIHH MEI'YHapOJHU UCTPaXKyBamba, JOJCKA HajrOJICMHOT
IPOIICHT O] UCTPAKyBambaTa 01 3MjUTE BO Pa3BOj CE JIOMAIITHO CIIOH30PUPAHH PETYIHPAHH CO
JIOKAJIHU TIpaBWIIa U ynarcta. (267). Ce mpairyBaMe Aajid MOKHO PElICHHE Ha 0BOj IpoOieM
€ CO Ha3HavYyBame Ha JIKJIapalliiTe, KOHBCHIIMUTE 32 IPaBHO 00p3yBavkH. 301TO ? 3aT0a MITO
MEIUIIUHCKUTE MCTPa)KyBamba BO KPajHa MCTAHIIA CE OINpaBJaHM CaMoO aKO MOCTOW pa3yMHa
BEPOjaTHOCT JIeKa MOMYyJIalMUuTe Kal KOM Ce CIIPOBEIYBaaT NCTPAKyBambaTa Ke MMaaT KOPHUCT
O] pe3yNTAaTUTE O] UCTPaXKyBamaTa, HE3BUCHO JIau ce paboTH 3a 3eMju co OoraTu Jyre Uiu

3eMjH CO MOCUpoMaIIHu jyfe. Y eaHuTe U APyruTe ce YOBEUKU CYIITECTBA.
Ilpenopaxa 10: /la ce 0ononnam emuykume KOOeKcu u 0a Um ce 0adam 3aKOHCKU npaed.

10.1 I'enemckume ucmpascygarna 0a ce 600am cnopeo Hajoodpume emuyKu cmanoapou,

Hajoodpume unmepecu Ha NYUEHMUMeE U HAjcoOBPeMeHume HayYHu 00Ka3u.

11. IITo ce ogHecyBa Ha MpamameTo ,,Jlajau Bamara JadopaTopuja Hyad NOAPIIKA WJIH
COBETYBam-€ HA NALMEHTH KOM IPUMAAT BO3HEMHPYBA4YKH reHeTCKH HHGopMmanun?*’, 21
(61.8%) on ucnUTaHUIIUTE OATOBOPUIIE J€Ka MOJPKyBaaT COBETYBambE HA MallMEHTHUTE, a 13

(38.2%) oaroBopuiie neka HeMaaT MEXaHU3MU 3a MOJPIIKA 32 TAIUEHTUTE.

['eneTckara aujarHosa noapaszoupa npouec mTo 6apa HajMaJIKy TpH (as3u: MOJroTOBKA
npeky uH(popMaIum, 1a00paToprucKo M MCUXOJIONIKO TOJIKYBAmkhe W CIIEACTBEHA IMOAPIIKA Ha
UCTIUTAaHUKOT WJIM TanmueHToT. Paborata BO TeHeTckara oO0NacT He 3aBplIyBa CO
nabopaTopujata 6ujiejku moapa3dupa peralrucKy Mporec noMery JeKapoT U MalueHToT, a IITOo
€ HEOIIXO/THO BO OJIHOCOT Mel'y JIEKapOT M JIEKYBAaHHOT BO MPOLIECOT Ha 3/IpaBCTBEHATA IPUXKa.
OnnecyBameTO € MOTPEOHO /1a OUAE UCTO HO CYIITUHCKHU Ce pabOTH 32 TECTUPAHE U 3aBPIIIyBa
CO COONINTYBAKETO Ha pPE3YJITAaTUTE OJ CIPOBEIACHUTE WCIUTYBama, a I0TOA CIIeAyBa
TeHETCKOTO coBeTyBame. O]l THe MPUYUMHHM TOCTOCHETO HA T'eHETCKOTO COBETYBAIMIITE
COCTaBEHO OJ] BPBHU MPO(ECHOHAIIIMN HE caMO BO '€HETHKATa TYKY U BO KOMYHHKATOJIOTHjaTa
BO KOHTEKCT Ha COOJBETHO IUIACHPAaHWUTE WH(POpPMANNU 3a TPUpPOJaTa Ha TPETIOKEHOTO
TeHETCKO TeCTHPaEe, MPUPO/IaTa Ha €BEHTYAITHO ITOCTOCUKaTa 00JIECT, BpEAHOCTA U 3HAYCHETO
Ha JOOMEHHTE pe3ylTaTH Kako W JOOMBAaWkEeTO NpHUCTal [0 JOKaKAHUTE M COOpaHu

I[I/Ij ArHOCTUYKHU BUCTHUHH.
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['eHEeTCKOTO TecTHpame ce BPIIM 32 Pa3IMYHU IIEeJTH Kako MITO Ce Ha IpuUMep
UICHTU(PHUKYBAalbe HA HOCUTENH, IpPEABHIyBalkeé Ha OO0JEeCT Kaj NPEeCHMITOMATCKHUTE
WHIIMBHJIYH WIN NOTBPAYyBame Ha qujarHo3a. Cemnak, OBHE TECTOBH MOJKE Ja UMaaT 3Ha4ajHU
IICUXOJIOIIKK e(eKTH KaKo IITO Ce aHKCHO3HOCTa M nenpecujata. OBHe eexTH MOXKar 1aa
Oujat MHANBUAYATHA OUICjKU 3aBUCAT O] TIEpIICTIIMjaTa Ha JIyF'eTO 3a PU3HKOT, CEPHO3HOCAT

¥ KOHTpOJIaTa Ha 0oJiecTa, HO HaKpajoT U O JOCTAITHOCTA Ha TPETMAHHMTE.

Hajuecto mperieaure ce BpIIaT Bp3 KaHIEPOTCHUTE, KapAMOBACKYJIapHHTE,
HEeypojereHepaTuBHUTE 3a00iyBama. CTapTHO M TOKPAj IJIACHPAmETO Ha MOMHAKBH WIIN
HABOJHHM TEHJICHIMHU JyfeTo M 0e3 Ja mpu3HaaT BO ceOe I'M CMeTaaT Kako BaJUJIHU
uHpopMaIMUTe TOOMEHH O] TeHETCKUTE TECTOBM M ' Ipudakaar MpPH TOHECYBAHETO Ha
BOXHU MPEBEHTUBHH OJUTyKH. IIPUMEPHO TE€HETCKUOT PHU3UK 3a KapIHOBacKyJIapHU
3a0oiyBama IO CMeTaaT 3a yYIpaBIWB, JOJCKAa IIaK TCHETCKarta aHajliu3a 3a HEKOU
HEypOJIeTeHApaTUBHU 3a00yBama (AxajMepoBa 0oyiecT) uin pak (0coOEHO pak Ha JI0jKa)
r0 CMeTaar 3a KOPHCHO Ol €IHOCTaBHA MPUYMHA OUICjKH MOXKAT MPOOJIEMOT [1a TO PeIiaT co

MIPEBEHTUBHH OJIHECYBama. (268).

Bo 0B0j excrioHeHIMjalieH pacT Ha MPETXOTHO CIIOMEHATUTE 3200 TyBamka HEOIIXOJHO €
NOoTpeOHO BO MpaKTHUKATa 1a OJIU CO COOJIBETHA MOAPIIKA 33 TEHETCKO COBETYBAE, HO JI0jI€HO
€ JI0 3aKIy4OK aHaJU3UpPajKu T'M HEYCIIeCUTE JeKa NeHEeTCKUTE MH(POpPMAIMM YecTO MM ce
JaBaaT Ha Jyre co ciaba reHeTcka MUCMEHOCT KOja LITO IITO HE € Mperno3HaeHa WU He €
Bepu(rKyBaHa TpeKy crecupuyHa IICUXOJIOMIKA MPOIEHKA WM TOWHAKY MepUenrupaHo
KOPUCHHIIUTE Ha T€HETCKUTE TeCTUpama HeJo0MBaaT crecu(UYHO COBETYBame INpei U IO
TectupameTo (269,270). Bo Utanuja camo 12% o1 cute reHeTcku aHAU3U Ouiie IpuapysKeHH
CO COBETYBama Ipej u 1o TecTupamara (271). OBa ja moTBpayBa uTHaTa moTpeda o CEpuo3HO

TCHCTCKO COBCTYBAKC O KOMIICTCHTHU CTPYUHhallv O obnacara Ha reHeTHUKaTa.
Hpenopaka 11. Hompeﬁno € 2CHeMCKO cosemyesarse npe() U nocine zenemcKume mecmuparoa

Ilpenopaxa 11.1 I'enemckume coeemuuyu mpeda oa ce o0yuenu 3a 000pa NCUX0I0UIKA
NPOUEHKA HA UCHUMAHUWUME CO Uell HA MAKCUMAIHA YCHEUWHOCH 60 MeCMUpParbemo co

wimo pesyyimamume Ke 2u Onpagoaam npeszemeHune UCnumyeard.

12. Bo nocneHoTo npamase ,,Bo cirydaj Ha riio0aaHa 31paBCcTBeHa 3aKaHa, A0 TPHKATE
3a jaBHOTO 3/ApaBje Tpeda Ja TI'M HAAMMHAT CTAaHJAApPHHUTE €THYKH MPAKTUKHU?

HAJTOJIEMHUOT OPOj O] UCTTUTAHUTIUTE OATroBOpIIIe moHekoram 14(41.2%), 6(23.5%) nuxorar,
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5(14.7%) cexoram, a 7(20.6%) onroBopmie co He 3HaM. OArOBOPOT CO HAJrOJIEM MPOIICHT €

peanHuoT oAroBop. OJ1 KO MPUUUHU?

[lpu enmpemunTe, NMPUYMHHUTEIOT Ha OoJjiecTa JaBa pa3IMYHU KIMHHYKU CIIHKH,
pa3jiniHu pU3uir U pa3jindHu UCXOJU. CnpeMa TO4, NPUCTAITYBAKBLCTO OJHOCHO MECPKUTC KOU
TO Ke ce MpeB3eMaaT Ke 3aBUCAT OJ BO3pacTa, OIIITAaTa 3IpPaBCTBEHAa COCTOjO0a Ha
NAIMEeHTUTE, HHINBHIyaTHATA PEAKTHOWIHOCT M YIITE MHOTY IpyTrd (akTOpu OJATOBOPHHU 32
TEKOT Ha Ooiyiecta. ETHYKOTO OnHECYyBame ce moapa3dupa W € OJHMCKY MOBP3aHO CO
WH/IMBUYAITHOTO MEUIIMHCKO 3HACHE, HO U CO COCTOjOUTE BO 3APAaBCTBEHUOT cucTeM. KoKy
MaTH CMe CBEJOIM Ha HEJOCTATOK Ha JICKOBHU WJIM HEMamke KaapH OJ pa3IndHu NpUuduHU. Bo
TAKBUTE COCTOjOM c€ BKIydyBaaT M MEXaHM3MHTE Ha JOOPOTBOPHOCT INTO HAjYeCTO
nojpa3oupa JieKka Jien OJ] HACeICHHETO CO BUCOKHM CTHYKU OCOOMHHU OJJIeNTyBa CPEICTBA 3a
JICKYBalbC HA IMOCAWHIIU, HE3AaBUCHO O INOJIUTUKHUTC HA CUCTCMOT. Bo ClIydau Ha CIIMACMHU O
Pa3INYHU IPUYIUHUTCIIN CC BKIIYyHYBa MCXaHU3MOT HAa YTUJIMTapHU3aM OAHOCHO 3ApaBCTBCHUOT
cucteM ce (OKycupa Ha MaKCUMH3UpPamke Ha KOPHCTa BO MOJI3a HA IITO MOrojeM Opoj Ha
3a00JICHHU, a C€ MCKITyuyBa MPHUHIIMIIOT HA eraJliTapu3aM OJHOCHO JaBame IMOMOII Ha Je O]
3a00JICHUTE WM ,,u30paHuTe” IO OMIIO KOj KpUTEepuyM. [[OMHHAHTHHOT OJrOBOp, OJJHOCHO
CTaB Ha MCIIMUTAHUITUTE € BO COTJIACHOCT CO CTABOBHUTE COJAPIKAHH BO MCTpaKyBamara Ha Perin

u cop. (272).

Crnope/1 eTHYKUTE CTAaBOBU BO CIIy4anuTe Ha 3JpaBCTBEHUTE MAHAEMHUH OCBEH CTPYUHHUTE
€JIEMEHTU 3a IOEIUHEI] Ce CBeQyBaaT Ha MOpaJHA JOJDKHOCT KOH OIITECTBOTO IITO
noapa3oupa u ce cMeTa 3a HEOIXO/IHO, a TOA € TPHXKaTa KOH U BO I10J13a Ha HITO TOTroJIeM el
0]l HaCeJIEHUETO KaKO BO IPEBEHTUBHUOT TaKa U BO JIEKyBaukuoT jaei. Cexkako Mopa aa dugeme
BOJICHU O] €TUYKUTE pPa3MHUCIyBamka KOH IOYUTYBAaHETO Ha JOCTOMHCTBOTO Ha JIyfeTo,
INPUHLIMIIOT Ha MPAaBUYHOCT, TEMIKUTE U300pPH BO BpCcKa CO MPUOTHPHU3aIMjaTa Ha MAllUEHTUTE
Kako M pacrpezaendaTta Ha OCKYJHHTE pPECypcHM cO H30erHyBame Ha HeIpaBeaHara
JUCcKpuMuHanuja. HenomycTimBo € KpHemeTo U ONpaBIyBamkEeTO CO HarjlacyBame Ha CBOjaTa
,TOJleMa CTy4HOCT* KOja BO CylITHHa Tpeba na Oune oOjektuBHA. [lpucramyBajku eTHUKU
HajOOJEeKTMBHO MOKHO BaKOB BHJ Ha eTHYKa pedrekcHja BKIydyBa COOJBETHAa H
NPONOPLMOHATIHA TpUXka, TPAHCHOPEHTHOCT W JOBEpiMBa KOMYHMKallMja ja HamalyBa
pPaHJIMBOCTA, a ja 3alBPCTyBa 3aeAHMYKaTa XyMaHOCT. OBa € BO COIVIACHOCT CO CTAaBOBHTE
HaBenenu ox David lan Jeffery (273). [lepconanu3upanarta Hera BO TAKBU KPUTHYHH CUTY AT
Ce pa3BHMBa MPEKy MYJITUIUCUUIUIMHAPHA, MYJITHAMMEH3HOHAJIHA W WHAMBHIyalM3UpaHa

eBonyaqua Ha CCKOj MNanueHT CO MpUMCHA Ha KOHTGKCTyaJ'II/ISaI_II/Ija Ha CTHUYKHUTC HACOKH
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BKJIy4yBajKH T'O U €JIEMEHTOT — KOj € AMPEKTHO MOBUKAH 3a HUBHATa npumena? EdexTuBen
IPUCTAl 3a MajJdjaTHBHA HETa W IMOJPIIKA 33 €TUYKO KIMHUYKO OJHECYBambe KOW BO TaKBU
MOMEHTH Ke IIPETCTaByBa MHOTY Ba)KEH pECypcC 3a MOMOIITA Ha 3/[paBCTBEHUTE PAOOTHHIIM BO

JOHCCYBAKCTO HA TCIIKH OAJTYKH.

Ilpenopaka 12: Ceonghamno u jacno oepunupanu d6uoemuyku cmanoapou mpeoa oa ce

npumeHnyeaam ocobeHo 3a epeme HA 6OHPEOHU MEOUWUHCKU COCMOojou.

Bo BTOpHOT aHKeTeH mNapamlalHUK T'd HCTPaXMBME CTAaBOBUTE Ha MEHAHIEPUTE,
UCTPaXXyBauuTe M JIAOOPAHTUTE BO T€HETCKUTE JIabopaTOpPHH, a BO BPCKA CO PEryJIaTOPHUTE
NPEIU3BUIIM M MPUMEHATa Ha BEIITaYKaTa WHTEIWUTCHIMja BO T'€HETCKUTE HMCTPaKyBamba.
[TpamanaukoT ro oarosopuja 39 ucnuranunu. [Ipeute aBe nmpamama 6ea BO Bpcka co HUBHATa
no3uiyja Ha paboTa U TOJUHUTE Ha pabOTHO UCKYCTBO. 89.7% Gea co BUCOKO 0Opa3oBaHue, a
33.3% co pabotHo wuckycTBO Haa 31 roauHa, IITO CMETaMe JeKa HU JaBa IMoOrojema
KOMIIETEHTHOCT BO CUTYPHOCTa Ha I00MeHuTe pe3yatatu. OcTaHaTUTe OCyMHAECeT IMpaliama
Oca BO BpCKa CO peryJaTUBHUTE Npeau3BUIM M TpumeHata Ha BU Bo renerckure

HCTpaXXyBakba.

HcrpaxxyBamara Ha IEJIHMOT FCHOM BKIy4yBaaT cOOMpame Ha OUOJIONIKU MTPUMEPOIH,
CEKBEHIIMOHUPAEe Ha TEHOMOT, pa3jMuyH{d HHMBOA Ha MOJATOIM U €BEHTYaJHO ymorpeba Ha
MPUMEPOKOT W/MIU TOJATOLUTE 3a IIUPOK CIEKTap Ha HIHU HCTPAKYBAauKH MPOEKTH KOU
BEPOjaTHO Ce HETO3HATH BO BPEMETO Kora ce 3eMa npuMepokoT. [Tokpaj Toa, moIaToruTe Moxe
Ja ce o0jaBaT BO Hay4yHHU 0a3W Ha MOJATOIM KOU CE€ JaBHO JOCTAIlHU CO II€J Ja C€ OJIECHH
UCTpaxKyBameTo. CUTe OBHE aKTUBHOCTH CO3JaBaaT OTPOMHU MPEAU3BUIMN M MOCTAaBYyBaaT
mpamama Jald € MOXHO Ja ce 3aJ0BojaT MNpPeTXOAHO mnpudaTeHUTEe CTaHIApAd 3a
UHPOpPMHpaHa COTJIACHOCT OJf INTO MPOW3JIe3€ W HaIIeTO Npallame 3a CTAaBOBUTE Ha
BpaOOTEHHUTE BO JAOOPATOPUHUTE W HUBHOTO MUCICH-€ JNalli CeramHara Qopmynamnuja Ha

COZPKUHATA Ha COIJIACHOCTA € JOBOJIHA 3a CCTAIIHOTO HUBO HAa 'CHETCKO TCCTHUPALC.

JloOuenute pe3ynTaTd BO HallaTa CTyAdja c€ pa3lMKyBaaT Mely HCIHTAHUIIUTE.
Memnannepure (60%) Bo HajroJeM IpOIEHT OJArOBOpHja Jeka (GopMyanuja 3a COrJIacHOCTa €
JIOBOJTHA 32 CETalTHOTO HUBO Ha TEHETCKO TecTupame, 30% o UCTpakyBaunuTe CMETaaT JeKa
HE € I0BOJHA,a 43% neka e moBosiHa. JJabopantute Bo HajrosieM mporieHT (50%) oarosopuja
JIeKa He 3HaarT.

[TpBo, na KaXkeMe JeKa UMIUTHKAIIUUTE ¥ TIOTEHIUjATHUTE COIMjaJIHU PU3UIY TTOBP3aHH

CO CCKBCHIIMOHHUPAKBLCTO HA HEJIMOT 'CHOM OCTaHyBaaT HEMMO3HATHU, JOACKA MMOBEKETO noaaTonu
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Ke MMaaT OrpaHUYCHO HETMOCPEIHO KIMHUYKO 3HAYCH:E, a OTPOMHHOT 00eM Ha MOAATOIHU Ke
MpeIU3BUKA TPEIU3BHUIM 32 3allITUTa HA MPHBATHOCTA W TMOYHTYBamke HAa aBTOHOMHjaTa.
HctpaxxyBameTo Ha IETHOT TeHOM NPEAN3BUKYBa CIOKEHU ETHUYKHU Ipallamba MOBP3aHH CO
MOCJICTUITMTE O 00jaByBamETO HA MOJATOIMTE W JIABAKHETO HAa PE3YJITaTUTE, KOM Mopa Ja
Ooumar ondaTeH! BO MOYETOKOT HA TIPOIECOT Ha MHPOPMHUPAHATA COTTIaCHOCT. BriTyueHocTa Ha
KOMEPIHjaTHUTEe Cy0jeKTH M KOMep3alln3allhjaTta Ha Pe3ylTaTUTe OJ MCTPaKyBambETO YINTE
MOBEKE ja KOMIUIMIIAPAAT MOCTANKaTa.

Bropo, dakToT neka BepojaTHO ke MMa HEONPENEICHU YIOTPeOr Ha MOJATOLHUTE TO
MOCTaBYBa MPAMIAKETO JAIH € TOTpeOHAa MOBTOpHA coryiacHOCT. Co orjie/ Ha Toa MTo OpojHU
UCTPaXyBauu K€ MOXKAT JIa TH KOPUCTAT MOJATOIUTE BO MOOJT IIEPHO/I, IOBTOPHOTO JaBakhE
COIJIACHOCT Ha CHTE JIMIA KOU YYECTBYBaaT BO UCTPAXKYBAETO HA IEIMOT TCHOM U 32 CHUTE
ynoTpeOu Ha MOJATOLUTE C€ YMHH HEeTIPaKTU4Ho (41,274).

Ogze, MOpa J1a HarJlacCKMe JIeKa Kora MOEJMHIIMTE JaBaaT COTIACHOCT 33 CKCHUPAmbhe Ha
[[EJIMOT TEHOM Ha COIICTBEHUOT OMOJIONIKYA MaTepHjaj, Ma UMIUIMKAIMA U 3a YWICHOBUTE HA
CEMEjCTBOTO KAaKO M 3a WICHOBUTE Ha 3ae/IHUIATA CO KOW CIIOJIEIyBaaT HEKOU TE€HETCKU
uHpopMmanuu. TpaaulMOHATHUTE MPOIEIypu 3a HH(DOpPMHUpaHATa COTJIACHOCT 3aCHOBAaHU
WCKITyYHBO Ha MHJIMBU/yaJTHA OCHOBA HE CE CIpaByBaaT J0OPO CO OBOj ACTIEKT HA T€HETCKUTE
UCTpaxKyBama. VIMEHO, AIMCHTUTE/UCITUTAHUITUTE BEPOjaTHO HE caKkaar JPYTUTe J1a 3Haat 3a
HUBHHOT F'€HETCKHU CTaTYC.

JloOpo 3Haeme jaeka WHPOPMHUpaAHATa COTIACHOCT € OCHOBEH MPHHIIMI Ha €TUKATa BO
UCTpaxKyBameTo. Hej3mHara mpuMapHa HaMeHa € Ja ja TOYMTyBa aBTOHoMHjata. Mako e
MPHU3HATO JIeKa COTJIACHOCTA OCTaHYBa CYIITHHCKA, BO KOHTEKCT Ha HCTPAKYBAHETO HA IIEITHOT
TCHOM HE € BEepOjaTHO JieKa Taa MOXKEe IIeJIOCHO JIa ja 3a/I0BOJIM HUTY Jia ja 3aBpIiu paborarta.
Kako TakBa, mpoIeocT Ha COMIACHOCT Mopa Jia Oujie OMOJHET CO CTPYKTYpa Ha YIPaByBambe
IITO MOJKE JIa OJITOBOPH Ha CIIeCU(UIHUTE ETUYKH ITPalllarka IOBP3aHH CO LETHOT FCHOM.

[Ipomecot Ha Gapame Ha COrIaCHOCT 00€30eayBa JieKa JIMIIETO ja pa3dpasio mpupoaaTa
W IIeJITa Ha TOCTanKara W Jieka IMpaKTHKaTa UMa CBOM KOPSHH BO CTHUYKHOT IPHHIIMIT JIeKa
JIMIIETO MMa MPaBO Ha caMoolpeieNyBambe. Bo mpaBHa cMUCIIa, COTJIACHOCTA € BaJIUHA CaMO
aKo ce 3a/I0BOJICHH TPH Tpalliama;

- Jlaam manueHTOT/UCIIUTAHUKOT € KOMIIETCHTEH?
- Jlanmm TUIeTo KOoe J1aBa COTJIACHOCT € COOJIBETHO OHAINpe HWHPOPMHPAHO?
- Jlanu cornmacHocTa € 10OpOBOIHO AaneHa?
CornacHocTa € BaJUJHA CaMO aKO HMMIUIMKAIIMUTE OJ1 MOCTaIlKaTta Ce OTKPUCHH W

paszopanu ( Articl 7 GDPR). CnojkeHocTa Ha MIMIUTMKAIIMUATE MPECTaByBa IMOCEOEH MPEIN3BUK

183



3a KJIMHMYKATa TE€HETCKa MpPaKTHKA. 3apaJid TOa YeCTO Ce IMOCTaByBaaT IpalllamaTa: Jalid
uHpopMalja € I0BOJMHA? W CICAHOTO TMpallakbe KOJIKY MOXKE Ja C€ OYeKyBa O]
MNAIUEHTOT/UCIUTAHUKOT Ja TY MPOIIEHH eMOIIMOHATHUTE MOCJIEIUIH O] OJPEeH pe3yTar, a
JI0 CTEIEH JI0 KOj MOXe J1a Ce KaXke JeKa 1IeJIOCHO T pa30upa UMILUIUKAIIMUTE 01 HUB?

CeKBEHIIMOHUPAKETO HA CIIeIHATA T'eHEpaIija OBO3MOKYBa OpP30 U EKOHOMHUYHO Jia ce
no0ue TrojeM Jied O TeHEeTCKHTe MH(OpPMAIMU, IITO BOAMU JI0 YCBOjyBame HA T€HETCKOTO
TeCTHpame 0a3upaHo Ha MaHell U 3rojieMeHaTa yrnorpeda Ha CEKBEHIIMOHUPAHETO Ha €r30MOT
¥ TeHOMOT 3a KJIIMHUYKH U 32 UCTPaXyBayuKu 1enu. JlocTamHocTa Ha TeHOMCKUTE MOAATOIH U
MOKHOCTa TECTOT Ja JaJie HeOUEKyBaHU PE3yJITaTH KOW HE C€ MOBP3aHU CO MpHMapHaTa
MIPUYHMHA 32 TECTUPAE TTPOU3BE/IE HOBH MPEIU3BHUIN OKONYy HHPOpMUpaHaTa coryiacHOCT (49)
Ha nmauuentot Tpeba ga My ce 06jacHaT MOTEHUHUjATHUTE MOKHU TMPUIOOUBKH U PU3UIM O
T€HOMCKOTO CEKBEHILIMOHHUpAamEe, HO U 00paTHO, Tpeda Ja My ce J1ajie MOKHOCT Jia TOCTaByBa
mpamama 3a TPeHeCeHUTe MHPOPMAITUHU CO TeN JIa JOOHE TOTIOTHUTEIIHA HHPOPMAITUU KOU
MOKeOH Ke My OmIaT moTpeOHHU 3a JJOHeCeyBame Ha HH(OpMHUpaHa COTIACHOT.

OcBeH corjacHoCTa 3a CaMUOT TECTOT, Tpeba J1a ce modapa COriIacHOCT O]l MalUEHTOT
/MCTIMTAaHUKOT Ay PE3yATaTOT O]l CIIPOBEJEHATa aHalu3a Jla TO COAPKH M HAOJOT, aKo Ce
YTBPJIAT MATOTEHU BAPUjAaHTH COTJIACHO MPETIOPAKUTE HA AMEPHUYKHOT KOJICH 32 MEIUITMHCKA
reHetuka-ACMG (275). Hcro Taka o HWCIHUTAaHUKOT MOTpeOHAa € COIVIaCHOCT 3a
AHOHMMM3HMPAHO KOPUCTEHE HAa OMOOIIKUOT MaTeprjall 32 HAYYHO-UCTPAXKyBAUKH IENTN U/ UITU

CTaTHUCTUYKU aHANu3| (41).

Bo nutepatypata npeasio)keHu ce MHOTY HOBU MOJIEJIM Ha COTJIACHOCT BO KOHTEKCT Ha
T€HOMCKOTO CEKBEHIIMOHUPAHE, BKIYUYBajKH €TAlTHA MOJIETTH HAa COTJIACHOCT, TEXHOJIOIIKU

npucTanu u 1pyru (247,248,95).

Ilpenopaka 13. Hmnaukayuume 00 00jagysarsemo HA CEKyHOApHuUme uiu CaydajHume
Haoou mpebda 0a um Oudam OmMKpUEHU HA nayueHmume/yuecHume 60 npouecom Ha
000usaremo Ha CO21ACHOCH CO NOMEHUUPAre HA MOMCHOMO 61UjaHue HA HUGHAMA
npueammuocm.

Ilpenopaxa 13.1: /la ce npugpamu npasomo na ucnumanuxkom 0a 2u 3nae uiu 0a He 2u 3Hae
CEeKyHOapHume uiu UHWUOEHMHUmMe HaA00u.

Ilpenopaxa 13.2: Ilonyoenume pezynimamu mpeoa 0a 6uoam HayuHo 6anuOHU, NOMEPOCHU
u mpeba O0a umaam 3HAYAJHU UMRIUKAUUU 34 30paejemo u oOnazococmojoama Ha

ucnumaHukom.
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Ilpenopaka 13.3: Ilpouyecom na uoenmuguxysare u oodjagysare Ha pe3yimamume 00
ucmpadcyearama mpeda 0a 6KIyuyea npogecuonaiyu co coo0éemHa eKcnepmusa
nompeona 3a 0a my ooezdedoam Ha y4eCHUKOM 0080JHO UHMEPNPEMAMUHU UHGOpMayuu
Ilpenopaxka 13.4: Ilpaeéomo mna noenexkysarwe Ha CO2NACHOCA, GKIYYUMETHO U
YHUWmMYy6arwe Ha npumepoyume 00 mMKUGo u uHgopmayuume, Mopa,00KoJKy € MOICHO, 0a
ce nouumyea u oa o6uoe oeil 00 eMUUKUOM RPOYec HA UCMPANCYAILEemo HA Yeauom
2enom.Qsa opaso mopa o0a ce COONWIMU KAKO Oel 00 NOYEMHUOmM NPOUECOm Ha
uHgopmupana coznacnocm.

Ilpenopaka 13.5 Kaxo den 00 npouecom na coznacnocm u emuykume uMniukayuu mpeoa

oa ce 3emam npeoeud nNPAWIAHAMA NOBP3AHU CO HYAEHOGUIME HA CeMejCmeomo u
penesanmuume zpynu u nonynayuu (06a moice oa 6Kiyuyea oxpaodpysarve, daparbe Ha
OucKycuu co 4jieHogume Ha cemejcmeomo)

4. YeTBpTOTO Tpamiame O] MPAIATHUKOT Oellle /1aju MOCTOU MPaBHA paMKa 33 BKIIyUyBarmbe
Ha eKCIepTH oj o0jacTa Ha €THKaTa 3a MPUTrOTBYBAakhE HA PEJICBAHTHH JOKYMEHTH U MOJYJIH
Ha cornacHocT? 40% on MeHaHUepuTe oroBopuja neka Hema,40% nexa He 3anaat u 20 % nexa
¥Ma IMpaBHa paMKa 3a BKJIy4YyBame Ha €KCIEpTH Of o0JacTa Ha €TUKaTa 3a MPUTrOTBYBamhE HA
PEJIeBaHTHU TOKYMEHTH M MOJYJI Ha coriacHocT. MctpaxyBaunte Bo 70% oaroBopuja neka
He 3HaaT, 20% neka Hema U 10% neka uma, a 50% ox nmabopaHTUTE OATOBOpHja JEKa HMMa
npaBHa pamka, 25% neka Hema u 25% Jeka He 3Haar.

ETnuknTe KOMHUTETH BO HCTpaXyBameTo Tpeba cO BHHMAHHUE Ja y4eCTBYBaaT BO
MIPOIIECOT HAa IPUTOTBYBAE HA PEIIEBAHTHH JJOKYMEHTH U MOJTYJIH 32 COTJIACHOCT, BO MPOIECOT
Ha [MOBpaTHU HH(OPMAIIUHU, BO MIPOIECOT 32 COOMPAE U YyBarkhe Ha MOJATOIUTE MIPE/I 1a TOYHE
UCTpaXxXyBameTo. JlM3ajHOT HAa MPOEKTOT HAa JIMYHHOT T€HOM M eTHYKara MpolleHKa Tpeda
eKCIUTMIIUTHO Jia TH 3eMaT BO MPEABHJA U TOa Ha TAaKOB HAYHMH INTO K€ IO KOHTPOJIHpaaT
3eMameT0 Ha MPHUMEPOINTE, BO CIyyaj Ha MOTpeda Ke MHTEepBEHHpaaT, a Mo 3aBpIlIeHaTa
aHajgn3a ke TH JIUPCTpUOyHpaar.pm3yJATaTUTE MPOU3IE3CHU O] TecTHUpameTo. lloHaramy
00BpPCKHUTE,JOKOJIKY TIOCTOjaT, a IITO UM C€ JODKAT Ha OJIMCKUTE TEHETCKOTH POJHUHH Ha
MCIUTAHHUIIUTE KaKO U OMIUUTE CO UIHHUTE MOCTAITyBamha CO MPUMHEPOIINTE.

On The TpUYMHU, €TUYKUOT KOMHUTET Tpeda J1a € HE3aBHCHO TelI0 COCTaBEHO O]
YJICHOBH CO €KCIIEPTH3a KaKO BO HAYYHUTE Taka U BO HEHAYyYHUTE 00JaCTH KOoe ()yHKIIMOHUPA
3a ga 00e30equ 3amITUTAa Ha YOBEKOBUTE IpaBa M 0yarococtoj0a Ha HMCIUTAHUIMUTE, a BP3
OCHOBa Ha IIECT OCHOBHHU MPHUHIIMIK: aBTOHOMHja, MpaBjaa, TOOPOTBOPHOCT, HEIITETHOCT,

JIOBEPIMBOCT U 4ECHOT (25).
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JaceH e cocTaBOT Ha €TMYKUTE KOMUTETH BO CMHCJIA Ha 3aJ0JDKEHHjaTa KO ILITO T'H
uMaar wieHoBUTE. MIMEeHO, HayYHHUTE YWICHOBH C€ 3aHMMAaBaaT U T'M KOMEHTHpAAaT HAyYHHUTE
€JIEMEHTH J0JeKa MaK YWICHOBUTE O] HEHAyYHHUTE OOJIACTU TO J1aBaaT CBOETO MHCICHE O
o0jacTuTe Ha €TUKaTa W MPaBOTO. ENHOCTaBHO 3aeAHMYKAaTa KOHCTAaTalldja HAa E€TUYKUOT
KOMHTET, a 3Ha€jKU IO COCTAaBOT NOTPEOHO € Ja JOMUHHpA MPOLEHKATa Ha OJHOCOT PU3UK-
KOPHUCT OJl HCTPaXXyBaETO BKIYUyBajKu T W Ipallamara 3a IpUBaTHOCT. BaxkHo e nma ce
UCTaKHE JIeKa aKaJJIeMHUIIUTE U UCTPAKyBauyUTe € MOTPEOHO J1a ce MPUIPKyBaaT KOH IIpaBuiiaTa
Y MPOMKCUTE IITO T'M MOTHHUIIYBAaaT €TUYKUTE KOMUTETH 32 MOYUTYBakE HA YOBEKOBUTE ITpaBa
U 3alTUTaTa Ha ucnutaHuimre. Cexkako ce jaByBaaT pa3jiMyHH MPOOJIEMH CO TPOUIOIUTE,
3a0CTaHaTUTE MpPEIMETH, HEJOCTaTOK Ha EKIEepTH3a, IoMajaTa 3acTalleHOCT Ha JIAWLIWTE,
notpebara o MOBEKEKpPAaTeHUW OJ00peHHa 3a MPOEKTH Ha IOBEKE JIOKAIUU, CYIUPOT Ha
MHTEpECH KaKO M IOCTOjaHO CIIe[eHh¢é Ha TAaKOBHUTE HCTpakyBama 3a 00e30enyBame Ha
KOHTHHYyHpaHa 6e30eaHocT Ha yuecHuuTe. O morope KakaHoTo jacHO € JeKa KOMUTETHUTE 32
0e30eHOCT Ha TMOJATOLMTE NPETCTaByBaaT IEHTPalHAa CWJIa BO PETYJIPUILETO Ha
UCTpaXKyBamara, HO W BO 0Oe30enHocTa Ha yudecHunute. Ho, 1a Hema HemoymMHIM Kora
300pyBame 3a 0e30eqHOCTa ce MUCIM HE caMO 3a MCIHUTAaHUIUTE TyKy W 3a 3allThTara Ha
UCTpaXyBauuTe U TOA YUITE MPEJ MOYETOKOT Ha HCTPAXKYBAETO HO U 10 3aBPIIYBAETO HA
cryamjara. Kako mTo crioMHaBMe ¥ TPETXOAHO MMAaTyBamkbETO Ha €THKATa BO OMOMETUITTHCKHITE
UCTpaXKyBama 3aroyHa co ,,CylemeTo Ha JTOKTOpOT* mo BTopara CBeTcka BojHa BO Koja 23
JeKapu M aJMUHHUCTpaTopu Oea CyJE€HH 3a BOEHHM 3JI0CTOPCTBA, 3J0CTOPCTBA INPOTUB
YOBEIITBOTO U CIIPOBEAYBamkE UCTPaKyBama 0e3 nHpopmupana coraacHoct. Camara mpecyia
€ mo3HaTa Kako ,,HupHOepiku Koiekc Koj IITOo M0 CBOjaTa COAP>KUHA MOXKEME J1a TO CTABUME
Mery IpBHUTE MeI'YHapOJIHU €THYKM CTaHAApAM ILITO J1aje MPaBUIIO OJ1 JIECET TOUYKH BO OJTHOC
Ha 3allTHTaTa Ha yYECHHUIIUTE BO 4YOBEUKHTE HUCTpakyBawma. On HupOemkuor komekc u
NOTEKHyBa MNPUHLIMIOT Ha Oapambe Ha JOOPOBOJHA COTJACHOCT OJ WCHUTAHUIUTE U
MOYNTYBamkhEe Ha YOBEKOBaTa aBTOHOMHUA (276,277). MerfyToa, HEKOU O]l HCTPaKyBadUTE OF]
OBHE WJIM OHHE MPUYUHHU TPOJOJDKH]a Ja TO WTHOPUpAAT KOJEKCOT MPEKPIINyBa] KU ja
CpLIeBHHATa Ha KOAEKcOoT, a Toa Omne Cryaujata 3a xematutuc of Willow Brook (1956),
CTyAMjaTa 3a eBpejckuTe XpoHU4HU Oonect (1963) u 22 npyru Gea ucrakHatu ox Beesher
(1966) (278,279). BakBoTO mocTaryBame JOBEIYBE 0 COCTaByBame Ha Jlexmapanujara on
XencuHKH o7 cTpaHa Ha CBeTckara MeauilnHcKa acorjanuja- WMA Bo ®duncka Bo 1964
rojuHa cieneHa co penoBHu peBusuu (31). Co XencuHiikara aeknapanuja 0ea MOTBPIEHH

OCHOBHUTC MPUHIUIIN COAPKAHU BO HI/IH6CpI_HKI/IOT KOICKC 3a MOYNUTYBAKHCTO HA UHTCPECCUTC
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U IIpaBaTa Ha YOBEUYKUTE CyOjeKTH. 3a mpBHat Oelle MpeUIosKeHO MOHECYBabe Ha POTOKOI
32 HCTPAKYBAE 10 CTUYKH KOMUTET MPEJ 3al0YHyBamke Ha cryaujara (280).

Ckparenuniata EK ce oanecyBa Ha Komurerm ocHoBaHU o0J mpodeCHOHATHH
3MIpyKEHH]ja, 3APaBCTBEHU YCTAHOBU WUJIU APYTU MHCTUTYLIMU 32 pasriielyBambe OMIyKH, a KOU
umaar Onoetnuku umrumkanuu. Koja 6u Onma ynorara Ha oBue KoMucuu? Mosxke /1a BKITy4yBa
KOHCYJITAITUH, SAyKAIlMH, MEIMjallija W/UiH MPETIie/ Ha OJTUTUKUTE WA PAKTHKUTE.

[TocTojat 1 mHCTUTYIIMOHATHU 0700pH 3a mperen (Institutional Review Board - IRB)
nn uacrutyrmonanau EK (Institutional ECs-IECs) 3a npernen Ha pe3yiataTtu kou GopMaiiHO
Ce KOHCTUTYHMPAHU OJf MHCTUTYIMja 3a Mperiie/i Ha HCTPaKyBadKH MPOCKT 3a KOHKPETEH
unctutyT. HezaBucen EK e aBTonomen EK koj He € J1eit o1 HUTY e/IeH HHCTHUTYT, a TH H3BPIIyBa
UCTUTE (PYHKIMU He3aBUCHO. T0j € KopHucTeH 3a MHCTUTYTUTe Kou Hemaat IRB. Kako mpumep
3a BakBa MOCTABEHOCT Ha MHCTUTYIMHUTE, a MOKPaj BeKe MOCTOCYKUTE PEryJaTHBU IOCTOjaT
CIly4ad Ha HE €TUYKO CTaHJap3upame Ha cTyaujaTa 3a cudrmc Bo Tacruru Bo 1972 roguHa
IpY KOja Ha UCTIMTAaHULIUTE UM Oerie oA0MeH TpeTMaH Co 1€ 1a ¢e MPOYYH MPUPOJHUOT TEK
Ha Oonecta. [ToToa cnezene mperBapame Ha 3aKOHOT 32 HAI[MOHATHH UCTpakyBama Ha CAJ]
BO 3akoH (1974) u ¢opmupame Ha HalMOHATHATa KOMHCHja 3a ,,MeryHapoJIHU ETUYKU

(13

yIaTcTBa 3a OMOMEIMIIMHCKH HCTPaXKyBamba IITO BKIYYyBaaT YOBEYKH CyOjeKTH “ Koja Tro
nosiHece u3BemTajoT Ha benMonT Bo 1979 roauna. M3semtajor Ha benMoHT ja onuiua yinorata
Ha MpPOIEHKaTa Ha OJHOCOT PHU3UK-KOPUCT OJl MCTPaxKyBama ILITO BKIydyBaaT UYOBEUKU
Cy0jeKTH, COOJIBETHH YIAaTCTBA 3a U300p Ha YOBEUKM CYOjeKTH U AepuHHUIM]a 3a THPOpPMUpaHa
COTJIACHOCT, a ce 0a3upalie Ha MOYuT, 100pOTBOPHOCT U npasaa ( 281,282).

Cmerame nexka Ha OBa MECTO MAKO C€ CIIOMHATH Jia TH HaBeJeMe IIeCTe OCHOBHH
NPUHIUIK 10 KoM Tpeba 1a pynkuunonupaatr EK (25):
1. ABTOHOMHja: NMOYMTYBamke€ Ha NPABOTO Ha MAlMEHTOT Ja J€jCTByBa Bp3 OCHOBa Ha
COIICTBEHMUTE BPEAHOCTH U U300p.
2. [lpaBna: ®ep TpeTMaH Ha UCTUTAHULIUTE.
3. oOpoTBOpHOCT: paboTa BO KOPUCT HA MAIUECHTOT.
4. HemrteTHOCT: primum non-nocere Uik BO MPEBOJI IPBO HE My HAILTETyBaj Ha MAIlMEHTOT.
5. JloBepnMBOCT: 3alITUTA HA IPUBATHOCTA
6. ickpeHOCT: BUCTUHUTOCT BO OJIHOC Ha CTy/lMjaTa
Ilpenopaxa 14. Co o21e0 na moa wimo 60 Hauwiama 3emja He NOCMOU NPABHA PAMKA NPU
WMo ce KOpUCmam yeaoCHo Uil 60 0e108U RPAGHU 3AKIYUOUU 00 PA3TUYHU 3emju Ouno oa

ce padomu 3a 6UCOKO PA3GUEHU 3eMju, WU 3eMjU 60 PA3B0j, NPENOPAUyeame 3a001HCUMENTHO
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co3oaesarse Ha cneyupuUHa npasHa pezyi1amuea 60 Koja uimo mery 0py2omo Ke ce éKiyyam

emudKu excnepmu.

5. CniegHoTO, ETTO Mpaliame, oemre ,,Jlanu nocTou npaBHa perysiaTupa 3a JaBambe Ha HA0IUTe
O]l TEHETCKHUTE TECTUPaha/ HCTPAXKyBarba Ha UCIIUTAaHUIATE?

Bo EBpona HenocracyBaaT mpaBHH paMKH, TpOQECHOHATHH YNaTcTBa, (PMHAHCUCKH,
OpPraHM3aIMCKU M YOBEYKH PECYpCH 3a MOJPIIKA Ha MOBpPAaTHUTE MH(GOPMAIIMU U PE3YJITATH.
[ToTpebHuTE YEeKOpPH 3a OJECHYBamk€ Ha MPOIECOT 3a JaBambe Ha MOBpPaTHU HMHGOpMalUU
BKIIy4yBaaT pa3jacHyBamba Ha 3aKOHCKUTE Oapama 3a MOBpaTHUTE HH(pOpManuu 3a
pe3yiTatuTe, pa3BUBambE€ HA XapMOHU3HMPAHW E€BPOINCKU IPAKTUKH, I[IPOMOBHpame Ha
WHTEPIUCIUILUIMHAPAHA M METyMHCTUTYIIMOHAIHA CcOpaldoTKa, Nu3ajHHpame OoO0pa3oBHU
porpaMu U eKOHOMCKH maTdopmu 3acHoBanu Ha UT, BkiIydyBame Ha €TUUYKH KOMUTETH 32
UCTPaXYyBamkbE U IOKYMCHTHPAHE Ha 3[[PABCTBCHUTE MPUIOOMBKHA M PUUIIATE O] TOBPATHUTE
uHpopmanuu. IlpamameTo, namu ga ce naae moBpatHa HWH(GOpMAIHja 3a PE3yiTaTHUTE Ha
YYECHUIIUTE BO TE€HETCKUTE HCTpaKyBama CEyIITe HMHTEH3UMBHO ce nuckytupa . llocrom
pacTeyku KOHCEH3yC Mel'y OMoeTHYapuTe, UCTPAKyBAUUTE U KPeaTopuTe Ha MOJTUTUKUTE JeKa
Ha YYECHHUIIUTE BO UCTPAKYBAHETO Tpeda 1a M ce 00e30e1aT HEKOM TeHETCKH Pe3yNITaTH, KO
C€ AHAWINTHYKU BAJIWJHM, KIMHUYKH 3HA4YajHU M HyJaT CHUTYPHH HWHQOpMaluu 3a
3/IpaBCTBEHUTE COCTOjOM KOM MOXKAT Ja Ce CIipeuaT Wiy JiekyBaaT. MeryToa, oBue ynaTcTBa He
CE€ LEJIOCHO BO COIVIACHOCT CO IOJIMTUKHUTE BO EBpoma mITO ce oJHECyBa Ha IMOBPATHUTE
nH(pOpMaLMU OJ TEHETCKUTE UCTPaXKyBamba CIIOPEIEHO CO T€HETCKUTE PE3YJITaTH BO KIMHUYKU
ycnoBu. Kimanukure I'T'T renepanHo ce orpaHMYeHH Ha aHaiM3a HAa CHEHU(PUYHU TPYNH Ha
TeHH 3a J]a C€ BOCIIOCTaBaT JUjarHO3U UJTH Ja Ce OJpeaaT Hajao0puTe aNTepHATUBU HA TPETMaH.
CHOpoTMBHO Ha TOa, UCTpPaXXyBameTa YECTO CE€ HACOUEHHM KOH OTKPHBAKE€ M BKIIy4dyBaaT
CIIPOBEyBalk€ Ha aHAIIM3H KOU omdakaaT MOMIMPOK CIIeKTap Ha BapUjaHTH WA UCTPAKyBarba
Ha TeHOMOT. CIIe[ICTBEHO, MOCTOM MOTroJIeMa BEPOJaTHOCT JICKa UCTPAXKYBAKETO K& TeHEpUpa
WMHIUACHTHU WM JAPYTY HAOJAW KOU HE MOXKAT JIECHO Jla C€ TOJKYBaaT 3a KOU c€ MOTpeOHU
€THYKH YIAaTCTBa KaKo Jia ce nmoctamu co HuB (119).

Co Hekonky wuckiaydouu, (192,283) ceramHaTa mpakTHKa BO IMOBEKETO E€BPOIICKH
UCTPaXXyBauKH MPOEKTH € JeKa WHIANBUAYATHUTE PE3YJITaTH O]l TEHETCKOTO UCTPaKyBamke HE
UM C€ JJOCTaByBaaT Ha YUYECHHUIIUTE BO UCTpaxyBameTo (284). Om npyra cTpaHa y4eCHUTE CE

IOBEKE ce 3aNMHTCPCCUPAHU 3a MPUCTAIl 10 HUBHUTEC PE3YJITATU OO I'CHCTCKUTC UCTPAXKYBakba

(285).
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Cerammnara npaBHa pamka BO EBpoma o00e30eqyBa naBame Ha pPE3YITaTH CIIOPE
KonBenuujata 3a 4oBekoBH mpaBa W Ouomenunuua (99), [IOMOTHUTETHHOT MPOTOKON 32
ounomenumHCcKO ucTpaxkyBamwe (100) u [Ipenopakara Ha COBETOT HA MHHUCTPH 32 OMOJIOMIKH
Marepujany o]l 4oBeuko mnotekyo (157). OBue mpaBHM MHCTPYMEHU HaBeayBaaT JeKa
YUECHHIIUTE BO UCTPAXKYBAKHETO MMAAT MPABO JIa T'H 3HAAT HH(POPMAITUUTE 32 HUBHOTO 3/IpaBje.
JIOTIOTHUTETHUOT MPOTOKOJI UCTO TaKa ja OMUIIYBA ,,JOJDKHOCTA 32 TPUKa“™ Ha UCTPaXyBadoT,
HaBelyBajKu JeKa: ,,AKO O]l MCTPaXyBameTo ce 100MjaT MH(pOpMAIMM OJf BaXHOCT 3a
CEraiiHoTO, UJHO 3/paBje WM KBAIUTETOT HA )KMBOTOT HA YYECHHULIUTE BO MCTPAKyBAWHETO,
oBHe WH(GOpPMAIIMK MOpa J1a UM OHJIaT MOHY/IeHU Ha yuecHuuTe . Toa Tpeba na ce HampaBu
BO PaMKHUTE Ha 3/JpaBCTBEHA 3alLTUTAa WM COBETYBAHHETO, IIPU LITO MOpa Ja C€ BHUMaBa Ha
HAUMHOT Ha COOMNILUTYBHETO HA pe3yJITaTUTE J1a CE 3aLITUTHU JI0BEPIMBOCTA Ka] YUECHULIUTE.

Ho, nako MHOTrYy eBporicku 3emju ja patudukyBaa KonBeHiyjarta u ja UMILIEMEHTHpaa
BO HAIMOHATHAIHOTO MPABO, Ce YIITe MMa HCKITydoly kako mto ce YK, benruja, llIBencka u
['epmanuja, a OpojoT Ha 3eMju mTO TO parudukyBaa J(OMOTHUTENIHHUOT MPOTOKOT 3a
OMOMEMIIMHCKY UCTpaxkyBama € Maji. Ilo3Haro e nexka camo Man Opoj Ha 3eMju UMaar
HallMOHAJIHU PEryJaTHBU KOW MM HYJAT Ha YYECHHUIIUTE MOKHOCT 3a IPUCTAIl 10 HUBHHUTE
pesynTtaru. Cemnak, MOJAIMTETHTE HAa TAaKBHOT MPHUCTAll OCTaHyBaaT HejacHW. Ha mpumep,
HEU3BECHO € J1au Tpeba a UM ce J03BOJIM MPHUCTAIl HAa YYECHUIUTE /10 TH. CHPOBH MOAATOLN
Ha YYECHUIUTE O] UCTpaKyBameTo. HarmoHnanHuTe 3aKk0HOAAaCTBA 4ecTo OapaaT MoJaToOIUTe
0J1 UCTPAXKyBAaWkETO U MOJATOLUTE OJ KIMHUYKHUTE MAallUeHTH Ja ce o0paboTar oJAesIHo, CO
HITO MOTEHIMjaJIHO K€ ro MOoNpedyaT KOPUCTEHETO Ha MOJATOLMTE OJf WCTPAKyBamETO 3a
KIIMHUYKH LIEJTH.

YTBpaeHo e neka Bo EBpona HepocTacyBaar npodecHoHaTHU YIaTcTBa 3a MOBPAaTHU
UHGOPMALIUK HA PE3YITaTUTE 32 YUECHULUTE BO MCTPAKYBAHETO, CO UCKIYYOK Ha HEKOJIKY
3eMju (192) kako O6enuneroto Kpanctso nu Hopsemka. Ho, Mopa a uctakHeme Jieka u Tamy
KaJie IITO UMa yNaTCcTBa, TUE YECTO CE€ OMIUTH U HE HyJIaT HACOKU BO OJTHOC Ha CIEU(PUUHUTE
TeHEeTCKH BapujaHTH 3a Kou Tpeda /1a ce Jaaar noBpaTHUTe MHPopMaluu Ha yuyecHunure. [lpu
OTCYCTBO Ha jJaCHHU YIAaTCTBA, INPUCTANOT HAa YYECHHUIIMTE BO HMCTPAXYBAETO 0 HUBHUTE
TeHETCKU PEe3yJITaTH Ce pellaBa MOEAMHEYHO OJ] ciyyaj /1o ciaydaj. OBa Moxe Aa JoBefe 10
HEPAMHONPAaBEH TPETMaH, Ha IMPUMEpP BO MYJITULEHTPUUHUTE €BPOICKU CTYJIUHU KaJe IITO
MOEIMHIIUTE yYECTBYBaaT BO MCTO HUCTPaKyBame, HO JKMBEAT BO Pa3jIMYHU 3€MjH, MOXKE Ja
UMaat pa3IMyeH MPUCTAIl 10 HUBHUTE pe3yJTaTu.

Merytoa, mpoGiieM NpeTcTaByBa W HEAOCTATOKOT HA CBECT HA YYECHHUIIMTE BO

UCTPa)XKyBamkbETO 3a MOXHOCTa 3a J0OMBamEe Ha pe3ysraTure (IpUMapHU, CEKyHAAapHH,
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WHIMJICHTHN) OJ HCTPaXXyBameTo, OJf €Ha CTpaHa 3apajd HEAOCTaTOK Ha eJyKaluja, a
MO’KEOM YIITEe TOBAXKHO 3aToa INTO OBaa MOKHOCT HE MM € CIIOMHaTa BO MH(opmupaHaTa
coriacHocT. JlaBameTo Ha JOMOJIHUTEIHA COTJIACHOCT HAa YYECHULUTE 3a J1a C€ OBO3MOXKHU
MIPOLIECOT Ha MOBPATHU UHPOPMIIUU MOXKe Jja Oujie HAallOPHO, CKAIo Na Typy U HEBO3MOXKHO 32
UCTPaXXyBauKH MPOEKTH CO OTPAHMYEHU PECypCcH. 3aroa, MOTPEOHO € YYECHUIUTE MPEKy
uHpOpMHpaHaTa COTIACHOCT Ja OMIAT M U3BECTCHH 3a MOXKHOCTA 32 I0OMBamke Ha MOBPATHU
uH(popMaIuu, co mTo Ke ce n30erHe norpedara o1 AOMOTHUTEIHA coryiacHOCT (143).

Bo Hamara cryauja, aHkeTraTa BO BpCKa CO IMpallakeTO Jajdd IOCTOM IpaBHA
peryJiaTiuBa 3a JaBame Ha HAOUTE OJ1 TEHETCKUTE TEeCTUPamha/ UCTPAXKyBamha HA UCTIUTAHUIINTE
€/IHaKoB Oellle MPOIEHTOT Ha MEHAHIIEPHUTE KOU OJrOBOPH]ja JIeKa HeMa IPaBHa PEryIaTuBa co
OHHME KOU OJArOBOpHja Jeka He 3Haar. MMeHo, moBeke O]l MOJIOBMHA O] MCTPAKyBauyUTe
OJIFOBOpHja JIeKa HEe 3HaaT, a MOJIOBMHA O] OpojoT Ha nabopaHTUTE OATOBOpHja JIeKa MMa
npaBHA paMKa, a JpyraTta MoJIOBHHA Jeka HeMa. OIroBOpUTE BO HAJroJeM MPOIEHT Ce JIeKa
UCTIUTAaHUIINTE HE 3HAAT, a CJIEIHUOT OJrOBOP € JeKa HEMa IpaBHa paMKa.

Ceramnara cuTyaluja BO OJHOC Ha IIpaBHAaTa paMKa € JIBOCMHUCJIEHa U 3a
UCIUTAHUIIUTE U 32 HcTpakyBauuTe. Cexoj CTpeMex 3a MpaBHO 0OBp3yBauka paMKa 3a IPaBoTo
Ha MPUCTAI JI0 PE3YJITATUTE OJ] UCTPAKYBAKETO Tpeba J1a OOpHEe BHUMAHUE M HAa IPAKTHIHUTE
¥ CKOHOMUYHHTE NIPEUYKH. JJOKyMEHTHPAKETO Ha 3PAaBCTBEHUTE MPUIOOUBKH HA PE3YITATUTE
0J1 TEHETCKUTE UCTPAXyBamba MOXKE Jia TH yoean GuHaHCHEepUTE, KPeaTOpUTe Ha MOJUTHKUTE
U HOCUTEINTE Ha OJJIYyKHM Ja TH TMpeB3eMaT HEOMXOJHUTE TMpaBHU, (UHAHCUCKUA U
OpTaHW3aIMOHN TOTPEOHN YSKOPH 32 TOJIPIIIKA HA MPOIIECOT Ha TIOBPATHU HH(OPMAITHH.

ETnukure KOMUCHMM MOXAT Ja pa3BUjaT eTHYKAa paMKa 3a YTBpAyBame Ha
OJITOBOPHOCTHUTE 3a COOINIITYBamke Ha pesynratute. O0jaBeHHTe KOMEHTapH 32 BpaKameTo Ha
pe3yNnTaTuTe OJf TeHETCKUTE UCTPaKyBama Ce OJHEeCYBaaT Ha rojieM Opoj pa3iuyuHU €THYKU
NPUHIIMIIA KOM C€ OMUIIAHM BO M3BEIITAjOT HAa BenMOHT, a BKIyuyyBaaT MOYUTYBame Ha
JUYHOCTA, TOOPOTBOPHOCT U mpasaa (286).

Ilpenopaxa 15 : Illompeonu ce Koopounupanu nanopu Ha NAH-e6PONCKO HUBO 3a4 0a ce
0603M0ICU RPAGUYUHA, HAYYHO U3OPIHCAHA U ONUIMECHEEHO CUIHA NOGPAMHA UHPOopMmayuja
3a pesynimamume Ha y4eCHUUUME 60 UCMPAICYEAILEMO.

Ilpenopaka 15.1: Ce npenopauysa nozonema copadomka Ha e6PONCKUNE UCMPANCYEAYU,
dunancuepume mna ucmpasxcysare, UCMPAN’CYGAUKU U 30PAGCMEEHU UHCHMUMYYUU,
MeOUYUHCKU Opyuwimea U NPMCMAGHUWU HA 3de0Huuama 3a 0a pazeujam HAjooOPo
XAPMOHUBUPAHU €8PONCKU RPAKMUKU 34 NOBPAMHU UH@OpMayuu 3a pesyimamume 00

CEHeMCKume ucmpaiicyearod 3a yHeCHuuyume 60 ucmpairicyearoemao.
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Ilpenopaka 15.2 3emajku 2u npedeud cneyugukume na Hawiama Op1Hcaga NOmMpeoHo e
Kpeuparse HA NPAGHA PAMKA 3 NOGPAMHU UHPOPMAYUU HaA Pe3yimamume 00 yuecHuyume
60 UCMpPad;Cysar,emo.

6. CnenHoTo mpaimame Oerle Jaad MOCTOM IMpaBHA paMKa 3a HAUYMHUTE 3a MpUCTal KOH
TOOMEHUTE MOAATOIU O] TEHETCKUTE UCTPAKYBaha U TCHETCKUTE JICKyBama?

Bo crynujara camo 20% on MeHaHIIepuTe oaroBopmie acka uma, 40% aeka Hema u
40% ne 3HaaT. 63% oa HCTpaKyBauUTEe OATOBOpUIIC JiIeka He 3Haat, 17% neka Hema u 20%
neka uma. Jlabopanture 50% oaropopuiie neka uma u 50% neka He 3HaarT.

He3aBucHo on noOMeHUTE OArOBOPHU HEOMXOJHO € MOTPEOHO MOCTOCHE Ha IMpaBHA
perynatuBa Koja IITO K& OBO3MOXKH 33JIOJDKUTENICH MPUCTANl KOH JOOUEHUTE IMOJATOIH O]
TeHETCKUTE UCTPaKyBama U TeHETCKUTE JIEKyBarma. 10a o] MpUYMHA IITO MOCTOjaT MOAATOIU
JIeKa BO TMOEIUHM Clydyan OMJI OHEBO3MOXKEH HJIM OTEKHAT MPUCTANOT HA UCIHUTAHULIUTE 0
concTBeHuTe pesynraru (143).

MeryHapoqHUTe W CBpPOICKUTE TPaBHA HMHCTPYMEHTH 3a YOBEKOBU IIpaBa TO
apTUKYJUpaT ,,IPaBOTO J1a ce 3HaaT" 3apaBcTBeHUTe HH(Opmanu. [IpaBoTo Ha 3Haewme €
OCHOBa Ha TMOJIUTUKUTE KOU Oapaar o HCTPaXyBayHTE Jla UM T'M COOMNINTAT KIMHUYKU
peeBaHTHUTE MHPOPMAITUU HA YISCHUITUTE BO UCTpaxKyBamara. OBHE HOPMH, TO TIPHU3HABAAT
U ,,IpaBOTO Jia HE ce 3Haatr" 3apaBcTBeHUTE MHMOopMmaruu (143,287,288). [IpaBoTo 1a HE ce
3Hae € eKCIUIUIIUTHO HaBEICHO BO 3aKOHOT 3a MPUBATHOCT HA TEHETCKUTE 1MoAaToIu Bo Uranuja
(289), 3aK0HOT 3a TEHOMCKH HCTpakyBama Ha JlaTBuja (290) u Bo 3aKOHOT 3a OMOOAHKH Ha
Ectonmnja (291). OBa mpaBo uecTo ce CIpoBeayBa HYAEJKM MM Ha yYECHUIIUTE H300p 3a
MpPUMamke WIA HE HA PE3YJITATUTE MPEKy MEXaHW3MOT Ha OTKaxyBame. CIPOTHBHO Ha TOa
Cropell 3aKOHOT 3a OMOMEAMIIMHCKOTO HcTpakyBame Bo IllmaHuja ucTpaxkyBauute ja
oTdpraar xenbaTa Ha YYECHUKOT Jla HE3HAe, 3a Jja U30erHaT cepro3Ha MITeTa 32 YUeCHUKOT
WM HETOBHUTE TEHETCKH poaHUHU ( 292, unen 4.5). [pyrute HOpMH MaKO BO MPUHIUIIOT TO
MOYMTYBAaaT MPABOTO Ja HE C€ 3HA€ CeMaKk CO BHHUMAaHUE W 3TPUIKEHOCT IMOCTaIlyBaaT KOH
M3BOPOT Ha MPaABOTO ,,71a HE C€ 3Hae* BO KOHTEKCT Ha reHomujaTa. O apyra crpana Bo J{aHcka
Kora ce 300pyBa 3a TEHOMCKOTO UCTPaXKyBamke MHCHCTHUPA HA JIaBahe HA CEPUO3HU Pe3yITaTH
OCBEH BO CIIy4auTe aKo HE IIOCTOH ,,HEeIBOCMUCIIeHA™ xkenba na He ce 3Hae (293). Ha oBa mecTo,
MOpa Ja HarjlacuMe JIeKa MCTpakKyBauuTe Mopa Jia TH OTdpiar KejaouTe Ja He ce 3Hae Kora
HAOJIUTE CE OITACHU IT0 )KHBOT HJIM TO CIIPEYyBaaT HACTAHYBAmHETO HA TPACH HHBAUINTET Kaj
ponHuHUTEe. BO HEKOM 01 ciiydauTe, MPaBOTO Ja Ce 3Hae MmoapazOupa Jeka ce BKIydyBa
,IIPABOTO HA MPHUCTAM T.¢ MPABOTO MO COICTBEHO Oapame na TW J00ujaT 3ApaBCTBEHUTE

uH(popmanuu. Cexkako oBa MPaBO CE PA3IUKyBa O] JOJDKHOCTA HA UCTPaKyBadoT Jla TU J1ajie
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pesynratute. Merynaponnara aexnapanyja Ha YHECKO 3a 4oBekoBUTE T€HETCKH TOIaTOLN
on 2003 rogmna (201, unen 13), mpomumryBa ,,ieka HUKOMY HE cMee Ja My ce 3a0paHu
MIIPUCTAI JI0 HETOBUTE WJIM HEJ3MHUTE COICTBEHHW TeHeTcku monaroru . Ilokpaj Toa I'JITIP
(unenoBu15,89) um ro obe3denyBa Ha MOEIUHIIUTE NMPABOTO HA MPHUCTAI JO HUBHUTE JIMYHU
[10/IaTOLM MAKO HAIIMMTE MOJKAT /1a BOCIIOCTABAT UCKIYUYOLM BO KOHETKCT HAa UCTPAXKyBabETO.

®UHCKHMOT 3aK0H 3a Onodanka oa 2012 roguHa UM OBO3MOXKYBa Ha JOHATOPUTE IIPABO
Ha TpUCTan a0 ,,dMHpOpManMuUTe 3a HETOBOTO WJIM HEJ3UHOTO 3ipaBje ...“ (294, s39),
Ectonckuor 3akoH 3a OuoOaHka o00e30emyBa MpaBO Ha MpHCTall, HO TH HUCKIy4YyBa
ncreHeainoruute (291, wn.11(2)). Jamonckara mnoJMTUKAa 3a TEHOMCKOTO HCTPaKyBambe
BKJTy4yBa IIPaBO HA MPUCTAII, HO apTUKYJIUPA ,,TePANeBTCKA MIPUBHUIIETHja** ITO UM JI03BOJIYyBa
Ha UCTPaXKyBauuTe Ja 3aJpKaT HH()OPMALIMKA KOU CEPHO3HO OM My HAINTETHUIIE HA YYECHUKOT
(295, un.23). CnuyHo Ha HamaTa AMCKYCHja 3a OMNIUTUTE MPHHIMINA I[OrOpe, MOCTOU
HECOIJIaCyBalkE€ CO TOa Kako YOBEKOBHUTE IIpaBa C€ IPUMEHYBaaT IIpU JaBalkbETO Ha
pesynrarute. Kako mto 1ucKyTUpaBMe NMPETXOAHO IPUMEHaTa Ha ,,lIpaBOTO Ja ce 3Hae BO
T€HOMCKOTO UCTPaXKyBambe 4eCTOMAaTH MOKeE J1a MOKPEHEe MOBEKE Mpalliaba OJKOJIKY pelIeHH]a.
Ha npumep, mito ce kBanuurKyBa Kako pejieBaHTHA 3/IpaBCTBEHA HH(OpMaIHja, KOj OJUTydyBa
3a TOa M IITO ce KBATM(PHUKYBa KaKO HEIBOCMHUCIICHA jken0a J1a He ce 3Hae.

HaunnoTt Ha npucTan 10 pe3yaTaTure ce ocTBapyBa IpeKy MHPOpMHUpaHaTa COTIACHOCT
Koja e condition sine qua non BO OJHOC Ha M3Pa3yBameTO HA BOJljaTa Ha MCIMTAHHUKOT.
Koncyntupajku MHOTY Me'yHapOJJHU 3aKOHU M CO HUB TIOBP3aHUTE MOJIUTUKU Ha O/THECYBAHE
corjienyBame JieKa OJ] UCTpakyBauuTe ce Oapa Ja UM JajgaT OoracTBO Ha MH(oOpManuu Ha
MOTEHIIMJaJTHUTE HUCIUTAHUIM TOBP3aHU CO JIaBalkE€TO Ha PE3YyITATUTE O]l UCTPAKYBAHETO
(119,287). 3amomkuTenHO UCTpakKyBauuTe Tpeda Jla BOCIIOCTABAaT €THMUYKU OJ00pEeH IIaH 3a
JlaBamk€ Ha pe3yJITaTHTe, a ako He ro CTopaT Toa CO IOJIHO MpaBO MOXKaT Ja He Jo0ujar
cornacHocT. IIpuponHo, coapkuHaTa Ha COIVIACHOCTA MOJKE Ja IIPOU3JIE3€ MCKIYYHMBO Of
maHoT. Bo cexoj citydaj, Mmopa fa ce n30erte renerckarta JuckpumMuHanuja. O Tue npuaruHA
OpojHM HanMoHANHU 3akoHHU (296,297) u mnomutuku (298-300,112,113) npenopauyBaaT
UCIIUTAHUIIUTE J1a OuAaT HHPOPMUPAHHU 32 HAUMHOT Ha JABAHETO HA Pe3yiTaTUTE Mpea Ja ja
JlanaT corjacHocTa. YIaTcTBara 3a FTeHOMCKOTO MCTpaXKyBamwe Bo JlaHcka O6apaar mpea-TecT
COBETYBa€ 3a MPOyUyBamkE Ha FEHU CO BUCOKA MEHETpalMja co Mpenopaka CoriacHOCTa Ja ja
BKJIYYH W TIPOIICHKATa Ha 3a4€CTEHOCTa Ha ciy4yajHuTe Haoau (293). 3aeTHUYKOTO MPaBHIIO
nak Bo CA/] He Gapa moceOeH mpucTan 3a JAaBame Ha pe3ylTaTute, HO 0apa COrIacHOCT 3a
00jacHyBame KOora KJIMHUYKO PEJIEBAHTHUTE PE3YJITATH OJ1 UCTPAXKYBAHETO ke OMIaT OTKpUEHU

WJIM HE ¥ 1101 Kou yciioBH (297). Ipyrute HopMu ce HaaBOp 0J1 00e30emyBameTo HHGOpMAITIN
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U TU oxpaOpyBaaT wiu OapaaT MCTpaXyBauuTe Ja UM IMYyHYJaT Ha yYeCHHLUTE H300p 3a
no0WBamke Ha pe3ynTary ( Ha Ip., IPHjaByBamke WIH OTKaxyBame) (295,301-305).

Hacokxure nHa CIOMS/ C30 opar nojanexy u nmpernopadyBaaT Ha YYECHUIIUTE J1a UM CE
MOHYJAT HUBO HA u300pu (57). YnarcTeara 3a 3[paBCTBEHUTE UCTpaXKyBama BO ABCTpaiiuja
OUYEKYyBaaT O] YYECHHUIIMTE J1a MMaaT MOXKHOCT Jia TH aXypupaar CBOUTE NpedepeHuuu 3a
BpakameTo Ha pesynrature ( 305 s 3.3. 34). Tamy kaje mTo yuyeCHUIUTE c€ MHPOPMUPAHU
JIeKa pe3ysTaTUTe MOXKaT Ja Ce BpaTaT MOCTOM CIIPOTUBCTABEHA 3arpUKEHOCT JIeKa Toa Ke
JOBeJIe 110 ,,TepaneBTCKa 3a0yna®. YuecHUIUTE MOXKAT J1a OMAaT OITETEHU aKo MPETIOCTaBaT
JIeKa HEMAmbEeTO PE3yJITaTH 3Ha4YH JeKa HEeIlITO He € BO pell, a BepYBajKH Jeka ke 1o0ujaT TuyHa
KOPHUCT 071 10OMBameTo Ha pedynrarure. O oBaa npuurHa 3aeTHIHYKOTO npaBmiio Ha CAJl on
2017 roguna 6apa o0enoJeHyBambe Ha KakBa OMIJIO MOKHOCT JIeKa KIIMHUYKU PEeJIeBAaHTHUTE
pe3ynratd He MoxkaT ga ce poobujar (297, § II. 116 (D)). Ouejbujnata pa3sHOBUIHOCT Ha
NOJUTUKATE 33 COTJIACHOCT IOKPEHYBAaaT MNPEIU3BUIM BO HCTpaXyBamaTa IITO OM TH
KoMOMHUpaie 30MpKHUTE Ha MOAAaTONX HU3 TIOBEKE jypucaukuuu. [loTeHnujarnuTe copaboTKu
ce 6opar /a ru npuiiaroJaT Kiay3yJuTe 3a COrJIaCHOCT IITO 33J0BOJIyBaaT MoOBeKe 0J00pH 3a
eTuka Bo wucTpaxyBamara -REBs ( research ethics board- REB). Crymuute mro ru
KOMOWHUPAAT TOCTOCUYKHUTE MPUMEPOIH MU 30MPKU HA TIOJAATOIH HU3 JYPUCAUKIIMUTE UMaaT
MOTEMIKOTHH Jia CleJaT W WMIUIEMEHTHPAaaT IOBEeKe IONUTUKA W/ WIM WHAWBUIYATHU
npedepeHuy 3a JaBamke Ha mnojarouute. OBUE JIOTMCTHYKM Ipallalka CTaHyBaaT ce
MOCIOXKEHN Oujejeku 30MpKUTE Ha TNOJATOIM NPOJOJKYBaaT Ja ce KOMOMHHpaar,
CIIOJIeNTyBaaT ¥ MOBTOPHO C€ KOPUCTAT BO TEKOT HA BPEMETO.

[ITo ce omHECyBa 10 HAUMHUTE HA JJOCTaBYBambE Ha Pe3yJITAaUTe HAa HAUYWH IIITO TOA CE
YUHU Bp3 OCHOBA Ha IpaBUJa CreUUM(UYHU 3a MOEAUHUTE 3€MjU aKO HalpaBUME OJApe/eHa
cUCTeMaTu3alyja JOMHUHUPAAT YeTUPU OCHOBHM HAUMHU Ha JIOCTaBYBame Ha pPe3yJTaTUTE, a
Toa ce: 1. Mopa z1a ce focTasar; 2. 6u Tpebaso a ce 1ocTaBaT; 3. MOXKarT Jia ce JocTaBar; 4. 1a
HE ce jJocTaBar pesyaratute. Tpeba ga ce HalOMeHe Jieka paBuiara ,,Mopa ““ u ,,0u Tpedano*
yecTo ce Memaar. [locynTuiHo Ka)kaHO MPaBHIIOTO ,,MOpa‘ CEyIITe MOXKE Jla c€ Hajle BO
HOopMaTuBUTE Oe3 0oOBp3yBauka cuia. [IpaBuiata kou Oapaar JocTaByBame Ha OJpPEACHU
BUJOBUM HAOJIU c€ HajupoOJeMaTHYHU 3a MelyHapoIHa XapMoHH3auuja. McrpaxyBauurte
MOkeOH ke Tpeba Ja ro HaMeTHAT MCTOTO MPaBUJIO HA HUBHUTE MEyHapOJHU COpaOOTHUIN
Kako yCIIOB 3a JOTOBOPH 3a TpHUCTAN J0 Marepujand u monaTtori. CopaOOTHHUIHTE CO
OTPaHUYEHHU PECYpCH WM HECUTYpPHH 3a TOa IITO Mojapa3zdHupa oBaa OATOBOPHOCT MOXKeE Ja
o16Mjat TakoB cTpor npuoj. Hajuecture npuunHu 3a 3a0paHa WM Mperopaka 3a J1aBambe Ha

pe3yATaTUTE Ceé HECUTYPHOCTAa Ha Hay4YHAaTa BPEIHOCT WJIM KOPUCHOCT Ha MHPOPMAITUUTE 32
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yuecHunute. IlponenypannuTte HeIOCISIHOCTH MOXKE Ja ja KOMIUIMLIMpPaaT MelryHapoaHara
copaboTka. Hopmure ce paziukyBaar BO OJHOC Ha TOA JalM PE3ydTATUTE LITO MOXKE J1a CE
no0ujat rpBo Tpeba Ja ce mpoLeHaT o1 JIeKap WK HHTePAUCIMUILIUHAPEH EKCIIEPTCKA KOMUTET
( xako Ha mpumep Bo Jlancka, 293). Kora ke ce Bparat pe3yiaTaTuTe MOXKe jJa Oujie moTpeOoHo
00e30emyBame Ha KIMHIYKA HeTa MM T€HETCKO COBETYBAbE.

YHECKO 6apa coBeTyBame 3a T€HETCKH Pe3yJiTaTh O] ,,3HadajHo Biujanue” (201,
yied 11). CIOMS/WHO mnpenopauyBa neka REB tpeba nma pasmuciu ganu Ttpeba aa ce
00e30emu coetyBame (57, G11-12). M konBenmujara OBueno Ha CoBeroT Ha EBpoma u
HEj3MHHUTE JOTIOJIHUTEIHN TMPOTOKOIN U NPENOopakd OapaaT JaBameTO HA PE3yJNITaTH Ja ce
CJIy4d BO COOJIBETHA paMKa 3a 3[paBCTBEHA 3aIITUTA WK coBeTyBame (99, wien 12; 100,205,
yiieH 27). LInaHCKUOT 3aKOH 3a 3ApacTBEHO UCTPAXKyBamke, 3aKOHOT 3a Orodanku Ha EcTonuja
U 3aKOHOT 3a reHeTcku uHopMmanuu Ha M3paen Oapaar coBETyBame IMPHU JaBAHETO HA
[0JIaTOLMTE UM IpucTal 10 pesyararure (291,292,306).@uHCKUOT 3aKOH 3a OuobaHka Oapa
,»,CMETKa ‘32 3HAUCH-ETO Ha pe3ynTaroT (294, s39). UtanjancKHOT 3aK0H Oapa COBETyBamE ,,Kaje
mto e notpedbno* ( 289, un.9). 3akoHOT 3a ucTpaxysame Ha [lopTyranuja npernopayysa za ce
BKIyYd cleuujanucT no reHeruka (296 un.19). Uzsemrajor NASEM, 2018 ronuna
npernopadyBa HCTPAKYBAauYKUTE WHCTUTYLUH, (MHAHCHEPH M HCTpakyBauu Ha obe3denar
00yka, pecypcu, UHPPACTPyKTypa, MOJUTUKH U TPOLEAYpU 3a Ja ce 00e30eu KBATUTET U
edeKTUBHA KOMYHHKAIlMja HA UHIUBUIYaTHUTE PE3yJITaTH OJ UCTPaKyBamETO, BKIYUyBajKU
aJlaTKU 3a MPOMOBHpame Ha pazbupamero Ha ydecHurute (113 Rec 4,8,10) dunemure ce
MojaByBaaT KoOra MCTpaKyBauUTe€ cakaaT Ja JocTaBaT pe3yJTaT MpeKy MelyHapoJeH
COpabOTHUK, HO COPaOOTHUKOT HEe 00e30€e1yBa CIIOpeAJINBO HUBO Ha MOJPIIKA 32 J1a CE OCUTYpa
JeKa KOMyHHKaIujata € edpekTuBHa U eTruka. [Ipo0ieMoT co mporeaypanHuTe 6apama e ITo
THE TIPETIOCTaByBaaT Jieka MOoCTojaT oApeAcHu pecypcu. OBUE MPETIIOCTaBKKM MOXKAT Ja HE
Ba)kaT TaMy KaJie IITO copaboTKaTa ce MPeTora HU3 CEKTOPHU WU jyPUCIUKITUH.

Ilpenopaka 16: Heonxoono e nocmoere Ha 3aKOHCKA pezyi1amued 3a HPUCMAR KOH

O0obuenume nodamouu 00 2eHemcKuUme UCmpad cyéaroa U MeOUYUHCKUmMe U 2eHemcKume
JIeKysara.

7. Ha mpamamero ganu Tpebda a ce najgat Ha UCIUTAHUIIUTE CEKYHIApHUTE HAOAU TOOUEeHU
CO T€HOMCKOTO CEKBEHLIMOHHPAKE JOMUHHUPALIE OATOBOPOT JeKa Tpeda Ja UM ce AanaT Uiu
Toa uckaxxkano Bo mpoueHtu 100% ox menanpepute, 80 % ox uctpaxyBauute U 75% of
JabopaHTUTE OATOBOPHIIE JeKa Tpeda.

CexkyHIapHUTE W MHIUJICHTHUTE HAOJIW MPETCTaByBaaT CHECUPUYHH MPEAU3BUIMI U

MOKHOCTH. ENTHa o1 Haj3HAYajHUTE PA3IUKU MOMeEly TECTUPAWmETO CO €E€H T'eH WU IMaHel
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TECTUPAmETO BO Criopeada co reHOMCKOTO CEKBEHIIMOHHPAHmE € MOTCHINJAIOT 3a J00HBame
pe3yaTaTd KoM He ce MOBpP3aHM CO MpUMapHaTa MIHHKAIMja 3a TecTHpame. MHIuAeHTHUTE
HAOJM C€ OJHEeCyBaaT Ha pE3yJITaTH CO IOTCHIUjaIHO 3JIPACTBEHO 3HAYCHE KOH Ce
UIeHTU(UKYBAHU BO MPOIECOT Ha MpedapyBame HA BapHUjaHTa MITO ro 00jacHyBa ()EHOTUIIOT
Ha MMalUeHToT, HO He ce Oapaat HamepHO. CeKyHIapHUTE HAOAU UCTO TaKa HE CE MOBP3aHU CO
MIPUYMHUTE 33 TECTUPAE, HO THE aKTUBHO ce 0apaar o labopaTopujaTa 3a TeCTUPAmHE OOMIHO
3aTo0a IITO WACHTH(HKAIMjaTa HA TAKBUTE PE3yaTaTH O OBO3MOXKHJIA MTPEBEHIMja WIH PaHO
UICHTU(UKYBAE HA CEPUO3HA, HO CIPEUINBA UM JICUNBA MEUIIMHCKA COCTOj0a.

Criopen HamaTa CipoBe/IeHa aHKETa 3aKITyY0KOT € JieKa CeKyHJapHUTE HAaou Tpeba 1a
ce JajaT Ha MAIUeHTUTe KOW OWie TMOAJOKEHH Ha T'€HOMCKOTO CEKBEHIMOHHPAHE.
Ananmsupajku nuteparypa Hunter et al 2016 u Kalia et al. 2017 auckytupaar 3a MOKHOCTa
NAIMEHTHUTE J1a TOOMjaT CEKYHIapHH/MHIIUICHTATHI HAO M CO HajMaJia MaTOreHOCT BO 59 reHn
onobpenu on Ympasuuotr 0a60p ACMG (American Collage of Medical Genetics-ACMG)
(307,308). IlocrankuTe ce aucriep3upaa J0 CTENEH JIa0OpaTOPUHUTE J1a HyAaT AOMOIHUTEITHH
OIIIMU OJ] MPUYHMHA IITO TOCTOU rojJeMa BapHjaOWIIHOCT BO JIAOOPATOPUCKUTE TOJMTUKU 32
NPUjaByBamkbETO HAa CEKyHIAapHUTE Haoau. [Ipenu3BUKOT € mperojieM, Ia0OpaTOPHCKHUTE
NOJUTHKA C€ PA3HOBUAHM IITO JaBa MOXKHOCTH 3a JHCIEp3UpaH TNPUCTAl W TpU
COOTIITYBAKETO 32 BUIOT HA MHIIUJCHTHUTE U CEKyHAapHUTE Hao1u. O0jeKTHBHO MAIIHCHTUTE
KOM Ce CorjlacyBaaT Jia A00MjaT CeKyHJapHM Haoau OM Moxkese Ja JO03HaaT JeKka umaar
3HAYUTEJIEeH PU3UK OJ1 Pa3BOj Ha XHBOTO3arpo3yBauka cocTojOa 3a Koja MOCTojaT JOCTAaIHU
MEeAMIMHCKN UHTepBeHIMU. Ha npuMep, npu cexkyH1apeH Hao Ha naroreHa Bapujanta bPLIA
1, Toa MOXe /1a To yOI1a)Xi BUCOKHOT PU3HK Ha Pa3BOj HA paK cO HABPEMEH U MOYECT CKPUHUHT.
JIOonOJTHUTENHO, @ HE TOMAJIKY Ba)KHO € TOA IITO Ha HUBHOTO CEMEJCTBO MOXKeE J1a My C€ OHYIU
KaCKaJHO TeCTUpame, OUJEJKU OJ1 TeCTUpamaTa Jlocera BpLIEHH MocTon MoxkHocTa 50% on
OBHME CEMEjCTBa Jla HeMaaT CeMEjHa MCTOpHja IUTO T'M UCIOJHUJIA YNaTCTBAaTa 32 KIMHUYKO
tectupame (309). Mopame 1a cTakHEME JeKa ceMejHaTa cocT0j0a MOXKe Jja ce MOPEMETH BO
cBepaTa Ha pa3OUpameTO MOCEOHO BO CIy4YaWTe Ha JO3HABAME 32 IMOCTOCHE Ha CEKYHIAapHU
HAOJIM MPU3EMHYBajKH ' TpoOIeMUTEe HAa HAYMH Ha Melllakhe Ha PU3UIUTE U IPUI00UBKHTE Ce
JI0 CTETIEH Ha MOrpelHo pa3Oupame Ha TJaBHATA 111 Ha TeCTUpamkeTo. Mery IpyroTo, MO>KHO
€ J1a ce TPOJIOHTHpa BPEMETO 3a JI00MBamke Ha MHPOPMHpaAHA COTIIACHOCT. Bo 3aBUCHOCT ot
HUBOTO Ha TICUXOJIOMIKA TOJIEPAHIIH]ja WIIA TIOTOYHO TICHXOJIONIKO pa30upame Ha TiIaBHaTa el
HaBUCTHHA € MOKHO IIPOJIOHTUPA-E Ha 1aBamkeTo Ha nH(popMupana coriacHoct (310 ).
Ilpenopaka 17: CeKynoaprnume HaoOu 00 2eHemcKoOmo mecmuparbe mpeoa 0 a um ce oaoam

Ha nauuenmume/ucnumauuuume CO HU6Ha npmxoduo nomnuuiana col2iacHocm .
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8. Bo ocMOTO mpainame ra HCTpaKUBME CTABOBUTE Ha TEHETCKUTE MPO(HECHOHAIIN BO OJTHOC
HA JIaBalETO HA CITy4YajHUTE HAOAU HA MAIlMCHTUTE/UCITUTAHHUIIUTE.

Pesynratute nokaxaa nexka 60% ox menanpepure, 50% oxn uctpaxysauutre u 50% on
nabopaHTUTE CMeTaaT JeKa CcllydajHuTe Haogu Tpeba Ja UM ce Jajar Ha
NaIMEeHTUTE/UCITUTAHUIUTE.

WMHIMIEHTHUTE OJHOCHO CIIyYajHUTE HAOM Ce HAOJH IITO CE OJIHECYBaaT Ha MMOeINHEUEH
YYECHHK BO HCTPa)XyBameTO, KOj MMa MOTEHILHUjaJTHO 3APACTBEHO WM PENpPOAYKTHBHO
3HaYeHE, a OTKPUEHU CE€ BO TEKOT Ha CIPOBEIYBAHETO HA UCTPAKYBAKETO, HO CE€ HAJIBOP O
nenute Ha cryaujata (123). MHUOMAGHTHUTE HAOAM CE€ BO CYUITHHA KOHTPAaBEPHU BO
TeHOMCKHUTE HCTpaXXyBamba M CEKaKO IIOKPEHyBaaT €TWYKH ¢ TPaBHH IIpallama.
KonTpoBep3HocTa MOTeKHYBa O] MPALIAKETO AT HHIIHISHTHUTE HA0 11 Tpeba 1a UM ce 1ajaT
HA MCIUTAHMIIUTE U aKO € Taka KaKkoB BUJ MOJATOIM Tpeda Ja ce OTKpHjat u oj koro? Bo
TeHOMCKHUTE UCTPaXXyBama MHIIMICHTHUTE HA0AW MOXKAT J1a OumaTt Bo opma Ha OTKpUTHE Ha
WH/IMBUyalHA TEeHETCKa BapHjaHTa 3a OJpefeHa OOJECT WIIM 3TOJIEMEHa IOJIOKHOCT Ha
Oonect/Oonectu. [lokpaj Toa, MOXke ga OTKpHE ,,JOMOJHUTEIHU U MOHEKOrall HECakaH!
uH(pOpMallMKd 32 CEMEJCTBOTO HAa HCHUTAHUKOT. HEekonKy cTyauu moKakaa JeKa MHOTY
YYECHUIIM BO MCTpaKyBamaTa CakaaT T'€HOMCKUTE MHUUICHTHU HAOAM Ja UM ce JagaTr 0e3
orjesl Ha HUBHOTO KJIMHMYKO 3Hauewe wiu BanugHocT (311,312). JlaBawe Ha KIMHUYKU
3HaYajHUTE MOJATOIM OOjeKTMBHO OM ja JEMOHCTpUpANo TpHKaTa Ha HCTPa)xKyBauoT 3a
6sarococtojbara 1 aBTOHOMHUjaTa Ha UCIUTAHUKOT U 'O 3ajaKHYBa GUIYyLIUAPHUOT OJTHOC Mery
UCTPaXyBauoT W UCIHTAaHUKOT. Cemak, HEKOM HAYYHUIM TBPAAT JeKa MCTPaKyBadWTe, 3a
pasiuka oj JieKapuTe, He ce Hy»KHO 0OBp3aHHM J1a JIejCTBYBaar 3a 3/[paBCTBEHUTE MPUI00HUBKH
Ha YYECHMIIUTE BO MCTPAXKyBameTO. 3a pa3jiMKa O]l JIeKapuTe KOM MMaaT JIOJKHOCT Jia To
cllefiaT 3JpaBjeTo Ha MalMeHTOT, He MOCTOM BpCKa Mel'y UCTpaKyBauoT M MCIUTAHULIUTE BO
TEKOT Ha UCTPAXKyBamETO CIMYHA HAa OJTHOCOT JIEKap/MallMeHT BO KIMHUYKU KOHTEKCT (313),
HO TOCTOU U JIPYr0 MHUCJEHE NMPU KOE JAPYrd HAyYHHUIM HE CE COIJIacyBaaT CO CTaBOT JieKa
MCTpa)XyBaunWTe HEMaaT OMINTA JOJDKHOCT Ja JaBaarT wHIuAeHTanHu Haomu (314). Cnopen
OBHME HAYYHHIM YYECHHIIUTE BO MCTPA)KYBAamETO MMaaT MpaBo Ja Ouaar MHPOpPMUpaHU 3a
WHIMJICHTHUTE HA0/U MOJ] YCJIOB Jla C€ UCTIOJIHETH OJPECHU YCIOBH KOU IITO T'U AeruHUpaa
BO IET KPUTEPUYMHU:

e Haonure na ce aHAIMTHYKN BaTUIHA

e JlaBameTO Ha MOJATOLIM HA JIOHATOPOT Ja € BO COINIACHOCT CO BAXKEUKHU 3aKOH

e Ha nmonaTopoT My € MOHYI€HA OTIIMja J1a C€ COTIacH 3a JoOWBamke Ha WHIIUJICHTHUTE

HaoJHu.
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e Haonurte na 0TKpUBaaT 3HAYUTEIICH PU3HK O] CEPUO3HA 3IPAaBCTBEHA COCTOj0a
e AKO IIOCTOU Cepro3Ha cOCT0j0a 01 PENPOTyKTUBHO 3HAUCHHE.

AMEpHUKaHCKHOT KOJell 3a MEIWIMHCKAa TeHEeTMKa M TeHOMHUKa O0jaBU Iperopaka a0
KIIMHUYKUTE JUjarHOCTUYKHU J1a00paToOpuu Ja TH JaBaaT MEAMIIMHCKU BAIHHU CEKyHIApHU
HaoJM Ha cuTe narnuenTy. [logonHa Gemre axxypupaHa oniyjaTa NaMeHTUTE 1a Ce OTKaXKaT O]l
noOWBame Ha CeKyHIapHuTe pesynratn. Ho, na Oumeme OO0jeKTHBHU CEYyIITE IOCTOjaT
KOHTpPaBEpP3UU OKOJIy OBHE U JIPYTH yNaTCTBA U CTENEHOT JI0 KO THe Tpeba Ja ce cieaar npu
UCTpaXyBamara. Bo uCTpakyBauKuTe YCIOBH, CIMYHU 3aKITy4OLH JOHECE U paboTHATA IpyTa
Ha HarmonanHuoT MHCTUTYT 3a cpiie, 6enu npodosu u kpB (NHLBI) (315). Tue naBenoa nexa
TEHETCKUTE pe3ysTaTu Tpeda J1a UM ce BpaTaT Ha YYECHUIIUTE KOra PU3UKOT 3a 3a007yBamhEeTO
€ 3HauaeH, camaTa 00JIecT € MoBp3aHa CO 3HAYUTENICH MOPOUAUTET, a MOCTOjaT UHTEPBEHIIUU
3a yOnaxyBame Ha TeKoT Ha Oojecrta. OBue ymarcTBa mojapa3dupaaT oOBpcka Ha
UCTpaXKyBauuTe J1a TH JIOCTABYBaaT PE3YJITAaTUTE OJ MCTpaxKyBamara. M mokpaj MHOLITBOTO
MOCTOCYKHM aHAJIM3W BO JUTEpaTypaTa BO HEKOHW (ITOCEOHO HEpa3BHUEHHW 3€HjU) HE IMOCTOjaT
HUKAKBH JINTEPATYPHU MOJIATOLIH.

Pesynarature on Hamara CTyauja ro MOAPXKYBAaaT OTKPUBAKETO HAa HHIIMJICHTHUTE
HAOJIM | MPeTopavyBaaT HUBHO JIaBambe HA MAMEHTUTE 0COOEHO Kora ce padoTu 3a HAOH CO
rojieM pU3MK OJHOCHO Kora Oosecta/ OOJeCTUTE C€ OJ TAaKOB BUJ KOM IITO MOXaT Ja
MpeIn3BUKaaT MOTEMIKH GOopMHU Ha 3a00TyBamka HE CaMO Ha UCIIUTAHUKOT TYKY U 3a007yBamba
BO HEroBoTO cemejcTBO. Kora BennMe ceMejcTBO MUCIUME Ha WIEHOBUTE HA CEMEJCTBOTO CO
KOH IIITO HCITUTAHUKOT € TCHETCKH IMOBP3aH
Ilpenopaxa 18: Iloceono ou npenopauane u cmemame 0eKa e emuYKU UMHEPAMUE AKO
000uenume UHYUOEHMHU pe3yImamu ce MmO4YHU, UHMEPNPemaduIHu U MeOUUUHCKU
noepzanu co 30pagjemo u 01a20cocmojoama Ha YYECHUKOM 60 UCHMPAIHCYBAILENO
UHYUOECHMATHUME HA0OU 0d ce 0adam OUOEjKU MOXHCam 0a 20 CRACAN HE2Z08UOM HCUGONL U

Jeueomom Ha 4ienosume Ha cemejcmeomo co K0j € UCNUMAHUKOM 2EHEMCKU NO6P3AH.

9. Ha mpamameTo faiu ce Mo4nTyBa BoJjaTa U NMPaBOTO HA MOEAMHENOT Aa OMIYYH JaH Ja
6une nHopMUpaH WK HE 3a PEe3YIATaTUTE U MOCIEAUIINTE O]l TEHETCKOTO Tecutupame? Cure
uctpaxysauu, 60% ox menanyepure u 50% oJ1 1abopaHTUTE OJTOBOPHIIE JIeKa C€ MOYUTYBA
BOJljaTa M MPAaBOTO HA MOEAMHELOT Ja OJJIyYd Jajiu Ja Oujae MHPOpPMUpaH MM HE 3a
pE3YJITaTUTE U MOCIEAULMTE O/l TEHETCKOTO TECTUPAE.

Wudpopmupanara COriacCHOCT UM JaBa MOXXHOCT Ha HCIHUTAHUIUTE CAMOCTOJHO JAa

omrydar kou pesynratu ox ['TT ma ru mobwjaT U Ja ce corjacaT WJIM HE 3a CKIIaaupambe,

197



OJIp)KyBam€ U CEKyHJIapHa UCTpaKyBauka yrnorpeba Ha Ouonomkute npumeponn. Co HUIBHOTO
npudake WIM OJOWBaKkE Ha COrJIAaCHOCTA ja TouuTyBame aBToHOMmHja. Umen 10 ox
MeryHnapoaHarta JeKiapalyja 3a 40BeUKH reHeTcku noaaroru (201), ucto Taka, ro HarjacyBa
MIPABOTO HA MAIMEHTOT J1a T'M 3HA€ WJIU J1a HE TU 3Hae Pe3yJITaTUTE O]l TeHETCKHOT TeCT.
10. Ha mpamameTo Jaiu MOCTOM 3aKOH 3a 4YyBarme Ha TCHETCKH MaTepHjasl JoOHeH NpHU
TEHETCKUTE UCTPAXKyBama WM F'eHeTCKUTE JieKyBama? Ha oa npamame 20% o1 MeHaHIepuUTe,
23% on uctpaxyBaunte u 50% ox mabopaHTUTE OArOBOpHIIE Aeka nMa, 40% o1 MEHaHIIepHUTeE,
30% onx wucTpaxyBauuTe oaroBopuiie neka Hema, a 40% ox wmenanypepute, 47% on
uctpaxysauute u 50% o mabopaHTUTe OAroBOpUIIE NeKa He 3aHaaT. O 10OUeHUTE OATOBOPU
MOYKeE J1a ce 3aKITy4H JIeKa BO HallaTa 3eMja HeMa 3aKOH 32 YyBame Ha TCHETCKU MaTepHjall.
O0e30enyBambeTO Ha MOAATOIMTE CEeKako Ou Tpebano Ja ce peryiaupaar MIpeKy
MOCTOEHETO Ha Onobanku HU3 EBpoma. MoMeHTaIHO 0/CYCTBYBa HalHAIIMOHAJIEH (HAaKTOp CO
HA/IJISKHOCTH U OBJIACTYBama 32 PETYJIMPame Ha XOMOTCHHU3MPAHO OMOOAHKApCTBO Koe Ou
MMaJIo 3a IeJl 1a oCTaBu yHH(POPMHH, ceorndaTHu 1 00BP3yBaYKH PEryJITUBU BO U HAJBOP OJ
IpaHULIUTE Ha 3eMjuTe. HannoHanHuTe npaBHU MOpeAouu Tpeda co JO0KHO BHUMaHUE Ja T'o
perynupaat 6no0aHKapCTBOTO BO COIICTEHUTE 3€MjU U CO IMOCEOHO BHUMAHHE J]a C€ ycoryiacat
co perynatuBute o1 HaaBop (316). 3apanu uacHTH(PHUKYBame HA MPUCTAITUTE TO TH UMaaT
NPEB3eMEHO HAIMOHATHUTE MPABHH MOPEIOIM BO OJTHOC Ha PETYJIMPAamETO Ha On0OaHKUTE ce
jaBu moTpedara a U3BPIIMME YBH]I BO TIOCIUHHU HAIMOHAIHU PETYJIaTOPHU PAMKH MO OJHOC
Ha OMOOaHKUTE co MoceOHO BHUMaHKE KOH MPUCTAMHTE 3a yIpaByBame. Ha npumep nmoctojar
3eMju KOM C€ OJJIydYWsie 3a TH. CEKTPOCKO 3aKOHOJABCTBO 33 HCTPAXyBameTO Ha
o6uobankapcTBoTo. Mery HuB e [lInanuja kaie mrTo 3aKOHOT 3a OUOMETUITMHCKH HCTPaKyBarmba
(317) mocBetun mocebHM MOTaBUja BO Bpcka co bnobankute; [lopTyranuja kaie mro mocTou
3akoH 3a 6M06aHKK BO HcTpaxyBaukuTe neiu o 2005 roguna (Article 19/1 of Law 12/2005)
; 1 JlaTBMja Kajie ITO 3aKOHOT 3a HCTPaKyBambe Ha YOBEUKHUOT TeHOM Oetire JoHeceH Bo 2002
roJuHa, a cranu Ha cuia Bo 2004 ronuna. buobankapctBoto Bo benruja e perynupano criopen
kako komOuHanuja mef'y Kousennujara 108 u I'’IITP. Co mpexa Ha 600aHKH KOU ce TOBP3aHU
CO jaBHM MHCTUTYIIMH KaKO IITO ce OOJHUIIM, YHUBEP3UTETU U UCTPAKYBAUKH IEHTPH, NMa
rojgeM Opoj EBporcku oapendu Kou T'm peryimpaar aKTMBHOCTHTE 3a OMOOaHKapCTBOTO.
Haj3navajau ce benrnucknoT 3akoH 3a HabaBKa M yrmoTpeda Ha MaTepujaia 0 YOBEUKOTO TEJO
(Human body Material — Act on HBM) u Kpanckuot nexkper ox 2018 ronuna, koj 1aBa mpaBHa
OCHOBa 3a CTalmyBame Ha cuUjla Ha ojpenoute 3a Ouobankure BO 3akoHOT 32 HBM wu
JOTIOTHUTEITHO ja crenuduirpa HUBHATA NMpUMeHa. Bo moeanHu ciydau Kora € BO cuja U

3aKoHOT 3a OMOOaHKM MO MoTpeda ce MpUMEHyBaaT U APYrH 3aKOHU. TakoB € ciIy4yajoT BO
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duHCKa KaJie MTO JOOMBAKBETO U KOPUCTCHETO MONATONH U TKUBA OJ] OMOOAHKH U CIIMYHU
JIPYTH CKIAIWINTA 32 HCTPAXyBamke 3aKOHCKATa pEryliaTUBa € COCTaBeHa Off 3aKOHOT 3a
OnoOaHKu u 3aKkoHOT 3a  3alUTHTa HA  [IOJATOLIATE (Code 1050/2018
www.finlex.fi/fi/laki/alkup/2018/20181050 ), 3akoHOT 3a cekyHaapHa yrnorpeda Ha 1m0AaTOIH
3a colMjaiHa 1 37paBcTBeHa 3amtuTa (318) u 3akoHOT 32 MeAUIIMHCKATA YITOTpeOa Ha YOBEUKH
opranu, TkuBa U KieTku (319). ITocebno e mHTepecHa EcToHMja Kajge mITO HAlMOHAIHATA
ouobanka (Ebb) (320) e perynupana co 3aKkoH crieU(PHUYEH 32 CEKTOPOT, 3a pasliuKa O]
JIPYTUTE KOJICKIIMM Ha TKMBAa U OMOOAHKH BO 3eMjaTa KOU CE€ PETYJIMPAaHU CO KOMOMHAIM]a Off
ozpendu 3a buomMeMIMHCKH UcTpaxyBama (321). [lIBencka nma nBa criecuuyHU 3aKOHU 3a
UCTpaXyBauku 0a3M Ha MOJATOIH, IIPBHO € 3aKOHOT 3a OJIPEICHU PETHCTPH 33 HCTPAKYBAHE
BO BpPCKa CO TOa IITO 3HAYaT HACJIEIyBamETO, )KUBOTHATA CPEAHHA 32 3/IpaBjeTo Ha Jyrero, a
BTOPUOT € 3aKOHOT 3a perucrap 3a GOpeH3nUKH U NCUXUJaTPUCKH UCTPaKyBarba, a JIBaTa ce
onHecyBaar Ha Omobankure. [Ipyru 3eMju kako mto ce @pannuja, ['epmanuja, lancka, ['puuja
(322), XpBarcka (323,324), Yemka, Upcka (325), Jluxrenmraju, Xonanauja u [loncka (326)
M perynupaar OuoOaHKUTE TMpeKy KoMOWHAIMja O]l HAIMOHATHUTE OJpendu 3a
OMOMEUITMHCKY HCTPaKyBara U 3allITUTaTa Ha moAaroiu 0e3 lex specialis 3a 6uobankute. Bo
oTCycTBO Ha lex specialis eTHUKUTE, TEXHHYKUTE U HAYYHHUTE YIMATCTBA T'O HAJOMOJIHYBaatT
perynupameTo Ha 6uobankute (327). [Ipucranor Bo Uranuja Moxe 1a ce okapakTepusupa
Kako XxuOpueH mozen ouaejku HannonanHuoT oprau 3a 3amrtura Ha nogaroru (National Data
Protection Authority- DPA), uznagen Bo 2016 roguna naBa cnenuUYHUA OBIIACTYBamba BO
BpCKa co 0OpaboTkaTa Ha TEHETCKM MOAATOIM U 00padoTKara Ha JUYHUTE MOJATOIH.

OogsnactyBamata ce kommnatuouiau co ['JIPIT (Document No 146 of 2019).

Kako mro rinemame, mpucTamuTe MITO c€ MPUMEHYBaaT KOH pPETyJIHUpameTo Ha
01m00aHKapCTBOTO CE pa3MKyBaaT HU3 lieJia EBporna, nmpu mrTo moBekeTo 3eMju n30upaar 1a He
BoBenaT lex specialis BO HUBHHOT JOMaIlleH MpaBeH Mopenok. Mefyroa, TaMy Kajae IITO
3eMjHUTE Ce€ OJUTy4HIIEe 32 TAKBH ClieNU(PUIYHN HHCTPYMEHTH, TUE HE TH PelllaBaaT IOBOJIHO CUTE
mpamama [TO MPOMU3JEeryBaaT O]l HCTPaXyBameTo Ha OMOOaHKAPCTBOTO, OCOOEHO OHHUE
MOBp3aHM cO 00paboTKaTa Ha JIMYHUTE MOJATONM Ha ydecHUIUTe. OTTyka HaIMOHAITHOTO
3aKOHOJIaBCTBO c¢ ymTe Tpeba ma ce mpumeHyBa 3aeqHo co GDPR um apyrum m3Bopu Ha
eBpoIicKo/Mer'yHapogHO mpaBo. OBa, yKakyBa Ha oTpeda 0/1 MOHATAMOIIIHU UCTPaKyBamba 3a
WHTEpaKIMjaTa Ha eTHKaTa Ha HanuoHanmHo HuBO co ['JIIIP. Anamu3upajku ro MpeTXomHO
KOHCTaTHPAHOTO TPEKy HaBEIyBamke HAa Pa3IMKUTE BO PA3IMUHUTE 3€MjH O] Halla CTpaHa

npejyiaraMme U3roTByBame Ha lex specialis co kopuctwe Ha enementu on ['JIIIP cormacho co
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NOEIMHUTE UCTpaXKyBamka WIN JIEKyBama, HO TOa Ja Ouae BO ClydyauTe Ha Mel'yHapOJIHU

POEKH YHU(PHUIIUPAHO.

Cmerame neka mpu u3paboTKaTa Ha MeryHApOJHUTE MPOEKTH BO MOYETOKOT Ha
u3paboTKata OCBEH CTPY4YEH JOTOBOP MOTPEOHO € Ja MOCTOM 3aeHUYKAa COTJACHOCT 3a
NPaBHTE OJHOCH HJIM TOMPEIM3HO KaKaHO €IHAKBOCT BO NMPABHUTE OJHOCHU My 3eMjHTE.
[Ipennarame na 3anmoyHyBaMe co MHPOPMHUpPaHATa COTIACHOCT KOja € MOTPEOHO 1A ja 3eMeMe
Kako IpaBHAa OCHOBAa BO CHUTE 3€MjU YYECHHYKM BO MpPOEKTOT. Toa o mpuyYMHA IITO
yHH(pUIHpameTo Ha WHPOpPMHpaHAaTa COTIACHOCT jacHO Ke ja TOTeHIHpa IMpaBHATa W
XyMaHHTapHa BHCTHHA 33 €IHAKBOCTAa My YOBEUKUTE CyIITecTBa. Toa ro mpeaigarame o
IpUYMHA MITO CHOPEAYBajKM T'M OOEMHMTE Ha COTJIACHOCT O]l aHAIM3UPAHUTE JHUTEPaTypHU
MOJIAaTOIM JIECHO ce 3alenexyBaT pazNuku BO 3eMmjure Ha EY mTo mpaBHO rienaHo ro
MOTIPEeYyBa MPEHOCOT Ha IMOJATOLM TNPEKy TPaHHUIWTE, W Ja MOBTOPHME, BO PaMKHTE Ha
MeTyHapOJHHUTE TpaHaJM3UpaHa BO IMOEKTH. Bo mWMe Ha BUCTHHATa, IOCTamKaTa 3a
nH(pOpMUpaHa COTJIACHOCT aHAJTU3UpaHa BO IIOBEKETO 3eMj1 O]l MHOTY aBTOPH € KPUTHUKYBaHa,
noceOHO CO HAaYMHM CO KOWM HajMajKy BEpOjaTHO Ke ce 3rojeMH aBTOHOMHjaTa Ha
YUECHHIIUTEBO HCTPa)KyBamaTa BO OMOOAHKAapCTBOTO CO OIJIEJ HA TrojeMara KOJMYWHA Ha
MIPUMEPOLIH Y TIOIATOIH IITO € MOTPEOHO J1a ce uyBaaT U 00paboTyBaaT BO MOJIOJIT BPEMEHCKH
nepuoJl. 3a mpuMep, ke CIoMEeHeMe HEUITO IITO € MOXKeOM Haj3HauyajHO € cOOMpameTo Ha
OPUMEPOLH 32 UCTPAKyBAUKHU LIEJIM KOU OMJIe HETTO3HATH BO BPEMETO Ha HUBHOTO COOMpame.
3a pa3ivMka Ha MOJENOT Ha MH(OpMHpaHaTa COTIACHOCT BO KJIMHHWYKATa IMpakKca Kaje IITO
eJITa € MO3HaTa ynorpeda Ha MOJENIOT Ha HIMPOKa COTJIACHOCT € BEpOjaTHO HajCOOJIBETEH 3a
UCTpaXKyBambara BO OMOOAHKAapCTBOTO. 30LITO Mpeainarame xapMoHu3upawme? Kora ke ru
aHaJM3upaMe Ipallambara MoBp3aHu co OMO0OaHKapCTBOTO, a TOA cakaMe Jia I'o MOTeHLupaMe
ke 3a0enexuMe pa3IuaHu OOJIUIIHN Ha Je()UHUPAE Ha ONCETOT Ha OM0OaHKapCTBOTO (HEMa 1a
HaBJieryBaMe€ BO IIMEKYJAllMd 30IITO € Toa Taka) Kora HajroJieMHOT Opoj Ha 3eMju ce
noBukyBaaT Ha ['/IIIP, a nehakTo BO mpakTUKaTa KOPUCTAT MHAUBUAYaTHHU NIpUCcTani. MHOTy
YeCTO 3€MjUTE WIEHKU ja KOpHCTaT ajJaTKaTa — JUCKPEIMOHO IMPaBO 332 BOBEAYBAmE WU
oTdpIiamke Ha IOMOJIHUTEIIHN YCIIOBU 32 00pabOoTKa Ha 3[PaBCTBEHUTE U TEHETCKUTE TI01aTOIN
(Unen 9(4) I'IPII). Ox Tre mpuumHM, ToceOHO Ouejku ce paboTH 3a YOBEUKH CYIITECTBA Ha
KOM IITO € MOTpPeOHO Ja MM Ce MPYXH MEAUIUHCKA MOMOII , JUCKPEIIMOHHUTE IpaBa‘“ e

noTpebHo Aa ce ordpar.

Bo oBaa Hacoka, ce 3alOYHATH pEJIEBAHTHM MHMIMJATHBH CO II€J MOA0OpYBame Ha

OpOTOKOT Ha mozjaronu Hu3 3eMjute oa EY/EEA 3a uctpaxysauku neinu (European Data
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Protection Supervisor, A Preliminary on data protection and scientific research, 6 January
2020). Cenak, BakBUTE€ MHUIMjaTUBU Tpeba Ja ce pa3BUBaaT BO KOAJHIMja CO CIOPEUINBU
MHHIUJjaTUBY IITO MOTEKHYBAaaT OJ 3JpaBCTBEHHOT cekTop. OcobeHo Bo obnacta Ha OHMO-
MEIUIIMHCKUTE UCTPaKyBamba, Kajie IITO CErallHuOT U MPEIBUIINB TEXHOJOMIKH HAIpeI0K
OBO3MOJXKYyBa HM3BJICKYBam€ BpEJAHM MH(OPMAIMM O] MOCTOJHUTE 30MPKH Ha TMOJATOIH 32
3/IpaBCTBEHA 3AIUTUTA, UCTPAKYBAHETO M 3/IPABCTBEHATA 3AILUTHTA C€ MOKAXYBaaT KaKo J[BE
CTpaHH O]l HCTaTa MOHETa. 3aT0a, N3roTBYBameTo Ha Kojiekcn Ha oHecyBambe criennpuaHY 3a
CEKTOPOT, KOH K€ TO HacoYaT BHUMAHNETO KOH 0Baa MHTEPAKIHja U K€ BKITy4aT HEKOH(DIMKTHU
oJpendH 3a 3alliTHTa HA IOAATOLUTE, OCOOEHO BO OJHOC HA NMPOTOKOT WM pa3MeHaTa Ha
nojarouu, Tpeda na Ouae NPUOPUTET 3a CHUTE MYJITUCEKTOPCKH aKTEpPU BKIYUEHU BO

TOPCCIIOMCHATHUTC I/IHI/IHI/Ij aTHUBU.

PesynTartute Bo HamaTa CTyAMja MOKaXyBaaT JAEKa HE ITOCTOM 3aKOHCKA PEryJiaTHBa
cnenu(ryHa 3a YyBambe Ha TEHETCKA MaTepHjall JOOMEH MPHU TeHETCKUTE UCTPaKyBarba WIIN
TEHETCKH JIeKyBama. OJ NpeTX0qHO Ka)kaHOTO W O]l ITOJATOLMTE BO JUTEpaTypaTa cMeTaMe
JileKa OBa € €JeH OJ HajBaXHWUTE €JIEMEHTH MOTPeOHH 3a 3alUTUTa HAa OHONPUMEpPOLUTE U

nmoaaTouuTe MMOBpP3aHU CO HUB.

11. CrenHoTo nmpamame rjacemie J1aJM MOCTOM 32KOHCKA paMKa 3a BpeMeTpPaewmeTo Ha
YyBaW€TO HA T€HETCKHU MoaaTouun?

Kpanckuor xonen Ha marosio3d 00jaBU yHmacTBO BO KO€ C€ YTBPJICHHM ONTHMATHUTE
MEPUOAN 32 CKIAIUPamhe Ha CUTE MATOJIOUIKYA MPUMEPOITH, T.€. JUjarHOCTUYKUTE MPUMEPOIIH
ce uyBaaT 30 roAMHHU JOKOIKY c€ MOTpPeOHU 3a ,,CEMEJHU CTYIUH U Ha OJPEACHO BpeMe

JIOKOJIKY C€ KOPUCTAT BO UCTPaKyBameTo (328).

Boo6unuaena npaktuka e mefy JIHK naGopatopuure Bo Benmuka bpuranuja na ce
cMmeraaT u3onMpanure aujarHoctuuku JIHK mpumeporu kako pejeBaHTHH 3a ,,CEMEJHHU
CTYIUU* U MOpajy Taa MpUYMHA MHOTY JIaDOpaTOpUH PYTUHCKU 00e30e1yBaaT J0JITrOpPOYHO
CKJIaIMpamke Ha OBHE MPUMEPOLHM, IITO MOXKE J1a CE€ CMETa 3a BaKCH JEJI O MEIULUHCKAOT
KapTOH. 3aeTHUYKHOT KOMUTET CTaHa CBECEH 3a MOTPEOHNUTE KaalluTETH 3a CKIAJAUpambe KOU
Oapaart 1ulakame 3a J1aBambe Ha MPUMEPOIINTE 3a MOHATaMOLIHU cTyAuu. Criopes Hero TakBUTe
TPOLIOLIM C€ CIPOTHBHU Ha (PMHAHCHUCKM ymaTcTBa Ha HamuoHanHata 37paBcTBEeHa ciiyk0a 1

IpernopavyBa NPUCTANoT Ja 6uae 103BoJieH 0e3 HaJJOMECT JOKOJIKY € KIMHUYKH MOTpeOHO.
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Bo omnoc nHa yoBeukara /IHK/PHA ce mpenopauyBa uyBame Ha JHMjarHOCTHYKHUTE
IPUMEPOI MUHUMYM OCYM HEJEIH Mo (PMHAITHMOT M3BeUITaj. buaejku OpojoT Ha CTEeKHATH
MYTaIMH IITO CE PEJICBAHTHU KaKO IIeJU 33 IPUCTAIN BO CTpaTH(HUIMpaHaTa MEIUIIMHA OP30
ce 3roiemMyBaaT, Tpeba 1da ce mpenBUaM MoTpeda 3a 3HAYUTETHO TOAOIT0 YyBamke Ha
NPUMEPOIIMTE BO OJipe/ieHH cirydau. Toa on mpuunHa aa ce u3berne norpedara oJ1 MOBTOPHA
eKCTpaKllija Ha HYKICWHCKM KHCEIMHM oJf napaduHCKu Brpajgenun npumeponn.Ce
npernopadyBa 3aJp)KyBambe Ha MpUMeporuTe HajMaiky 30 TOAMHU JOKOJIKY Ce IMOTPEOHHU 3a
damMunMjapHu CTYIMHM Kaj JIMIa CO TEHETCKH HapyllyBamkba HIM aKo0 Ce 4YyBaaT Kako
JIOHOPCKU/PEIUITMEHTCKNA MaTepHjall BO KOHTEKCT Ha TPAHCIUIAHTAIM]ja HA KJIETKU WU TKUBA.
Co HEKOJIKY UCKIIyYOIlH, € KPUBUYHO JIEJIO CITOpeT 3aKOHOT 32 YOBEYKO TKHBO Ja CE IMOCETyBa
YOBEYKO TKUBO CO Hamepa Jia ce aHanusupa HeroBara JIHK 6e3 cornmacuoct (329).

Crniopen n3BemTajoT Ha 3a€AHNYKUOT KOMUTET 3a MEAULIMHCKA 'eHeTHKa oTpedarta 3a
YyBamke€ Ha JUjarHOCTUYKH MPHUMEPOIH Tpeda Ja ce MPOICHH BO MOMEHTOT Ha 3€Mame Ha
MPUMEPOKOT, a COooJIBeTHa corjacHocT Tpeba nma ce modbwe (330). Orkaxko JHK/PHK e
JETUTUMHO €KCTpaxupaHa oJ1 TKHBOTO, OBOj MaTepHjall He crara Moj HaJJIe)KHOCT Ha 3aKOHOT
32 YOBEYKO TKHBO, 3aTOa IITO BEKE HE COJPXKHM YOBEYKH KIICTKH; HO ETHUKHUTE Oapama
HaMETHYBaaT OOBpCKa Jla Cce MPUMEHAT CIUYHU OTpaHUYyBama 3a ynorpeda M CKIaJAupame.
VYcroBuTe 3a CKIaaupame Mopa Ja OuaaT COOJIBETHHM 3a UyBYBame€ Ha HMHTETPUTETOT Ha
matepHjanot. [IpuMeporTe KOpUCTEHH BO HCTPAXYBAKETO Tpeba 1a ce 4yBaaT HeOrpaHHUUEHO

JOKOJIKY CTAaTyCOT Ha COTJIAaCHOCT TOA ro J03BOJIyBa.

Honropounoro ckiagupamke Ha ekcrpaxupanara JIHK u PHK Bo c¢ moromemm
KOJIMYMHU, CO MPOLIUPYBAKETO HAa MOJIEKYJIapHaTa MaToJI0THja, MPeAN3BUKYBa JOTUCTHUKH H
eKoJIOMKK Tpenu3Bunu. Jlaboparopuute oA cuUTe MOACIENUjaTHOCTH BO pPAMKHUTE Ha
MaToJIOTHjaTa MMaaT pa3judyHu MNoTpedu mpu o00e30eqyBame COOJIBETHH KallallUTeTH 3a
CKJIQIpame. 3a J1a ce rapaHTHpa 3a4yBYBamke HA KBAUIUTETOT Ha MIPUMEPOIINTE, HYKJICHHCKUTE
KHCETTMHU MOXE JIa ce CKIIaAnpaaT BO 3aMp3HYBauu Ha ynTpa-Hucka temmneparypa (—80°C) co
CUCTEMH 32 OCUTYpyBamh€ KOHTHHYHPAHO HAIOjyBame CO eleKTpuyHa eHepruja. Cenak, oBa €
CKaIlo U IOCTOM PU3UK OJ1 1e(heKTH Ha 3aMp3HYBauoT. J[0IropoOYHOTO CKIIaupame MOXKE Ja ce
MMOCTUTHE Ha MOETHOCTaBEH HAUMH co rodrmzanyja (freeze-drying) Ha mpuMEpOLIUTE HITH CO
enHocTtaBHO cymeme Ha JJHK Ha ¢unrep-xapruja. Mcto Taka Mopa aa ce yyBaar 3amicHTe 3a

HICHTUTCTOT U U3BOPOT HAa TKUBOTO HA MIPUMEPOKOT.
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[TonaraMy, ru IpuUKaKaBME€ INPENOPAKUTE U 3aKOHCKUTE MNpaKTUKU on Benuka
Bpuranuja, CAJl 1 HEKOJIKY IpYTH €BPOIICKU JpXKaBH, KOU MOKAT J1a MMOCIy>KaT BO HacoKara

Ha (hOpeH3UYKa U KIIMHWYKA padoTa.

Bo Benuka bpuranuja cropex 3akoHOT 3a 3amrturta Ha cinoboxute (Protection of
Freedoms Act, 2012), IHK npumeponute coOpaHu Mpyu KPUMHHAITHUTE UCTPAard Mopa Aa ce
YHHIITAT BO POK OJ IECT Mecely oTkako ke ce nooue JJHK npodunor, ocBeH ako He mocTojar
cnenu(UIHN 3aKOHCKH MPUYUHH 32 HUBHOTO 3a7pxKyBame (331).

3a KIMHUYKH JJAOOPAaTOPUH AMjarHOCTHYKU MPUMEPOIH Tpeda J1a ce 4yBaaT HajMajKy
OCyM HeJIeNU 110 U31aBamkhe Ha KOHEYHUOT U3BEIITaj. Bo cily4yan Ha reHeTCKH HapyllyBamba WK

TpaHCIUIaHTAallH]ja, IPUMEPOLIUTE MOKe Aa ce uyBaaT Hajmanky 30 rogunu (332).

Bo dopensuukure madopatopun Bo CAJl uyBamero Ha JIHK nokasu 3a HepemeHu
ciydau (yOUCTBa, CeKCyaJlHU Hallain) € Ha HeonpezeneHo Bpeme. [1o npecyna nokasure Tpeda
Jla ce uyBaar JI0JieKa He 3aBpIlaT CUTE >kajl0eHH MOCTAIlKK U Ka3HaTa He Ouze u3BpuiHa (333).
Marepujanure of (OpeH3UUKUTEe OOIYKIMHM C€ YyBaaT HEOrPaHUYCHO, MATOJIOMIKUTE
u3Bemran 10 rogunu, napadguacku 0:10k0BH 0 2 10 10 ToAMHM BO 3aBUCHOCT 3aBHCHO O]

ciy4dajot (334).

Bo I'epmanuja 3a ocynenu nuna: JIHK npogunure ce npeucnurysaar no 10 rogunu (3a
BO3PACHU) WY 5 TOMHM (32 MAJIOJIETHH ), 32 JIa C€ YTBP/IU JIaJIN CEYIITE UMa MoTpeda 0/ HUBHO
yyBame.3a JIMLA LITO HE Ce OCYI€HHU MPOpUINTE ce OPHUILAT aKO JIHULETO € 0CI000AEHO 0/1 BUHA

HJIN aKoO IoCTallKaTa € IMpeKruHara .

Bo Xomannuja 3a ocyaenute nuina npodunure ce uyBaat o1 20 1o 80 roguHu, 3aBUCHO
0] TeKMHATA Ha J1eJ10TO0. 3a 0c000/1eHH Jinlia MPOopUIUTE ce OpUIIAT BEAHAIII 110 3aBPIIYBAHE

Ha CIIy4ajoT.

Cnopen EBpornicka mpexxa Ha HHCTUTYTH 3a (hopeHsnuka Hayka (ENFSI) cekoja 3emja
on EV/ENFSI tpeba na BocmoctaBu 6a3a Ha mojatouu 3a ¢opensuuka JJHK u na monece

noceOHO 3aKOHOJAaBCTBO 32 HEJ3MHO CIIPOBEAYBamke U yrpaByBame (335).

Bo Hajronem npoueHT ncnuTaHUIMTE BO HAIllaTa CTyuja OATrOBOpHja JeKa He 3HaaT U
JIeKa HEMa IIpaBHA paMKa 3a BPEMETPACHETO Ha YyBakHETO HA TEHETCKUTE MOAATOLH.
Bo otcycTBo Ha cienn¢uyna perynatuBa Bo CeepHa Makenonuja 3a uyBame Ha JTHK

MPUMEPOLM U TCHETCKU IMOAATOLM HallaTa Iperopaka €:
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Ilpenopaka 19 : nabopamopuume oa ce pakoeooam cnopeo MeryHapooOHu cmanoapou u
npaKkmuku ce 000eKa He ce 60CHOCHMAGU NPAGHA PeEYyNaAmuea 3d 3emMarve, Uyearbe U
Kopucmerse HA OUOTOWKUOM Mamepuja.

12. Ha npammameTo J1ajau OCTOu MpaBHa paMKa 3a TPAHCHapEHTHOCT U JOBEPJIUBOCT BO CIIy4aj
Ha coOupame, CKIaNpame U yyBame Ha nogatoun?, 40% o1 MEHaHIIEpUTE OJTrOBOPHUIIC JIeKa
uMma, 40% nema, a 20% aexa He 3Haat. Bo rpynara Ha uctpaxyBauu 37% cmeTane JeKa uma,
53% ue 3Haene, a 10% ce u3jacHuie JeKka MMa JabOpaHTUTE MakK, BO rojeM HpoueHT, 75%
OJIFOBOpHJIE JIeKa HE 3Haat, a octaHature 25% oAroBopuiie JAeKa uma.

[To3Haro e jeKka COlMO-eKOHOMCKUTE M MPAaBHUTE IMpallama 32 KIMHUYKATa TeHETHKA JI0JITO
BpeMe ce IpeMET Ha MeT'yHapOeH HHTEPEC, a TOHOBH CE TPHIIMBHTE MPEIIaka 32 TEHETCKUTE
UCTpaXKyBamba M OMOOAHKApCTBOTO. YHHUBEp3aJHaTa JeKjapalja 3a YOBEKOBHOT T'€HOM U
yoBekoBuTe npasa Ha YHECKO ox 1997 roauna € eaMHCTBEHAa BO CBOUTE MPOCIEKTUBHU
HACOKH 3a T€HETCKU UcTpaxxyBama (198). Bo camaTa npupoaa Ha Mel'yHapOJHUTE HOpPMAaTUBHU
WHCTPYMEHTH € /1a OMJaT OIIITH, OCBEH 3a CIIeCH(UYHH Tpalllamka MTO Ce CMETaar JieKa ce BO
MHTEpPEC Ha YOBEIITBOTO, KAKO MITO CE U3TPAXKyBamaTa 3a PEpOAyKTUBHO KIOHUPAE.
[Ipernenot ox nuTepaTypaTa ja HarjacyBa mnoTpebaTa o OallaHCcHUpame Ha MHAUBHIYATHUTE
IpaBa Ha IPUBATHOCT CO jJaBHUOT MHTEPEC BO YHANPEYBakhE Ha METUIIMHCKUTE HCTPAXKYBambha
U JaBHOTO 3/7paBje, Kako M 3a IMpPOMOLMjaTa Ha TPAHCHAPEHTHOCTa M OJrOBOPHOCTA BO
ynotpebara Ha reHeTckute nojaroru (336, 337).

TpancnapeHTHOCTa € (hyHAaMeHTalIeH MPUHIIUIT BO COOMPAETO Ha MOIATOIUTE U UMa
KIIy4Ha YJioTa BO TpaJeHeTo JoBepda u o00e30emyBameTo eTHYKU mpakThukd. Kora
UCTpaXyBauuTe cOOMpaaT M aHANM3UpaaT IMONATOIM, THE Tpebda na mamaT MPHOPUTET Ha
TPaHCIAPEHTHOCTA 3a Ja TMOTHUKHAT OATOBOPHOCT, Ja ja 3allTUTAaT MPHUBAaTHOCTA W Ja
MIPOMOBUPAAT OJITOBOPHO KOPUCTEHE HA MOJATOIUTE. TpaHCIapeHTHOCTA MIPH COOUPAETO Ha
MOJIaTOIIM UM OBO3MOXKYBa Ha YYECHHIIMTE Ja pa3depaT Kako HUBHHUTE MOJIATOIH Ce cOOMpaar,
KopuctaT u crnojaenyBaaT. On Tyka, Taa o0e30exyBa jacHOCT BO BpCKa CO IIeJiTa Ha
COOMPAmkETOTO Ha MOAATONM W MOMara Ha WCIHTAaHWIIATE Ja JOHECaT KOMIIETEHTHH OTyKH
IpU CHOJENyBalkbeTO Ha HUBHUTE IUYHU wuHPopMmaruu. I[Ipeky TpaHcmapeHTHOCTA,
UCTPaXXyBaunTe MOKAXXyBaaT MOYUTYBAaWkE Ha IMpaBaTa 3a MPHUBATHOCT U ja BOCIOCTAaBYyBaaT
OCHOBaTa Ha JoBepOaTaTa Ha YYECHUIINTE BO HCTpaxyBamero. [IpemHoctd Ha
TPaHCIAPEHTHOTO COOMpar-e Ha MOJIATOIH Ce: TPaJiekhe Ha JoBepOa CO MITO NCIIUTAHHUIIUTE Ce
YyBCTBYBaaT MOCUTYPHU M TOTAIll MOTOJIeMa € BEpPOjaTHOCTa TOOPOBOJHO Ja TH CIOAeNaT
cBOMTE MH(OpMAINK; OBO3MOXKYBa IMOJA00OpYBake Ha OJrOBOPHOCTA HAa HCTPAKyBayuTe 3a

aKTHBHOCTHTE BO BPCKa CO COOMPAETO Ha MOJATOLUTE, CIIPEUyBajKH ja 3JI0ymoTpedara uin
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HEOBJIACTEHUOT TPUCTAIl JI0 YyBCTBUTEIHU HMH(POPMAINH; MOJ00PYBamke Ha KBAIMTETOT Ha
MOJATOLU OJTHOCHO TPAHCIIAPEHTHOCTA OBO3MOXYBA UCIIUTAHUIIUTE J]a TH MONpaBaT HUBHUTE
JaJIecHd HETOYHOCTH, J]a TH aXypHpaaT CBOMTE MH(OpPMAIMM HITO JIOBEAYBa /10 MOTOYHHU U
MOCUTYpPHHU TOAATOIM; OBO3MOXKYBa HMCIHUTAHUIUTE Ja JOHecaT WH(OpMHUpaHU OMIYKH 3a
JaBarkbe Ha COTJIACHOCT MPU COOMPAmETO Ha MOJNATOlH, 00e30emayBajku MM CUTYPHOCT Ha
UCIIUTAHHUIIUTE BO CMHUCOJ JIeKa C€ HMCIIOYUTYBAaHU HHUBHHTE TpedepeHIy 3a MPUBATHOCT;
TpPaHCIIAPEHTHUTE MPAKTUKU 3a coOMpame Ha MOAATOLM ja MOJpP>KyBaaT yCOTJIACEHOCTa CO
MPOIKUCUTE 3a 3allTUTA Ha MOJATOLMTE M UM IIOMaraar Ha MCTPa)KyBayuTe Ja BOCIIOCTaBaT
poOycTHH pamku co mnojaTonu. MmeHo, mpeky TpaHCHapeHTHOCTa WM C€ Iomara Ha
YYEeCHUIIUTE Ja JIOHEecaT TMOCAaKOBaHW MH(OPMHpAHU OJIYKH BO TOCTAlKara 3a COOMpame
MOJIaTOLIH.

Unenor 5 ox I'IIIP ru yrBpayBa ONIUTUTE NPUHLUMIM KOM C€ BO CyLUTMHATA Ha
OTIIITHOT PEKUM 3a 3aIITUTA Ha MOAATOIUTC . BO 0BOj J1e)1 HaBeJeHO € JieKa MmoaaTonuTe Tpeda
na oumatr oOpaboTeHH 3aKOHCKH, ep M Ha TPAHCIAPEHTSH HAYMH BO OJHOC Ha CYOjeKTOT Ha
nojaaTouure (,,3aKOHUTOCT, MPABECHOCT U TPAHCHAPEHTHOCT) .

TprayBajku ox ¢akToT aeka mHGOpMUpaHATa COTJIACHOCT € OCHOBEH MPHUHIUI Ha
eTUKaTa BO HUCTpaxKyBamara MPOW3JIEryBa ToTpedara mpes] MOYETOKOT Ha IMPOSKTOT O
YYECHHUITUTE J1a c€ 1odapa COTJIaCHOCT 3a UHA YIOTpeda IMITO BKIYydyBa IITO € MOXHO IMTOBEKE
neTand, WHGOpMalMU 3a TPOIECOT Ha 3eMame MPUMEPOIH U CEeKBEHIIMOHUPAHETO, 32
MOBPAHUTE aKTUBHOCTH 32 KOMEPIIHjalln3alnjaTa, MOKHUTE PU3UIU U IPUPO/]Ia HA BEPOjaTHUTE
UIHU UcTpaxyBauku uHUnMjatuBu (41). Cekako Tpeba na ce BKiIydaT MHGPOpMALUUTE 3a
0e30eqHOCTAa HA TONATOIMTE W CTPYKTypaTa Ha yIOpaByBame, a OCOOCHO 3a WHIUTE
ucTpaxyBama. He Tpeba na ce 3a0opaBu JIeka HCTPaKyBaKETO T'eHEpHUpa TeHETCKU MOAaTOIN
HITO UCTPAXKyBavyoT MMa MOpaHa 0OBpPCKa J]a UM T'U TIOHYIU HA YYECHHIIUTE.

HcTpaxkyBaukuTe MPOEKTH 3a JIMYHUOT T€HOM Tpeba Ja MMaaT BOCIOCTaBEH MPOIIEC,
0/100p€H 0] CTpaHa HAOJITOBOPHUOT CYOjEKT 3a MpeErJie]l Ha €TUKATa BO UCTPAKYBAmHETO 3apaIu
3a OIEHYBaWkETO Jald HAOAWTE T'M HCIIOJIHYBAaaT KPUTEPUYMHUTE 3a OOCNIOfcHYBame Ha
noenuHuTe ydecHuiid. OBoj mporec Tpeba na Ouje McTakHaT BO MPBUYHATA COTJIACHOCT U

Tpe6a Ja 1o MMpu3Hac MpaBOTO HA YUYCCHULIUTC Jia HC I'M 3HAAT PE3YJITATHUTC.

Ilpenopaxa 20: /lonecyeamwe na npagna pezynamuea Koja Ke ouode oen 00 ceKojonesnama
paboma.
13. Ha npamamero ,,Jlanu mocrou nmpaBHa paMka 3a 00e30e1yBame Ha [1eI0CHaTa 3aIlITUTa Ha

nogaronute?* 80% o MEHaHIIEpUTE OATOBOPHIIE JIeka uMa, a 20% Hema. O UCTpaKyBaunuTe
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57% onrosopuie aeka uma, 13% nexa nHema u 30% nexa He 3HaaT. Bo rpymara nabopaHutu
50% oxrosopuiie eka uma, a octanatute 50% oaroBopuiie ieka He 3HaaT.

['eHerckuTe cTpaxkyBama Oapar mpucTar 10 OMOJIOUIKUTE MPUMEPLIU U TIOJATOLH ILITO
MOJKaT J1a ce cobepar AMPEKTHO Off YYECHUIIUTE BO UCTPAKYBAETO WM 0/ OMOOAaHKUTE Ha
nozarouy. Kako M mperxoiHO IITO CIIOMHABHE CIOpPE] JUTepaTypaTa OBUE IOJATOLM CE
cMmeTaar 3a gyBctBUTenHH (338), a ymorpebara Ha TaKBUTE MOJATOIM JOMUPA IO MHOTY O]
dbyH1aMeHTaIHUTE MpaBa Ha 4OBEKOT. OJ TyKa Mpou3ie3e U HAlIeTO Mpallame Jajld MOCTOU
[eJIOCHA 3alITUTa Ha reHerckute nogaronu. Crnopen [loBenbara 3a ¢dyHIaMeHTaNHUTE MTpaBa
Ha EVY (339) BkilyueHU ce 4OBEYKO JOCTOMHCTBO (WwieH 1), mpaBo Ha MHTErputeT (WieH3),
NpaBO HA MOYUTYBAkE HA MPHUBATHUOT U CEMEJHUOT XUBOT (WIEH 7), MpaBO Ha 3allITUTa Ha
au4HUATE TmojaTouu (wieH §8), cinobojga Ha yMmMeTHOcTa M Haykata (wieH 13) u mpaBo Ha
HeauckpumuHaiyja (wien 21). JlemymHo, 3apaau qoHecyBameTo Ha OminrTaTta peryiaTuBa 3a
3amrruta Ha moaaronute (I'II1P) ce mocBeTyBa ce nmorojieMo BHUMaHKUE Ha ITPABOTO Ha 3aIITUTA
Ha TI0J]ATOIMTE U HETOBOTO BIIMjaHHUE BP3 3[paBCTBEHHUTE UCTpaxyBama. [ II1P ce cTtpemu na
r'O CIIPOBEJIE IPABOTO 32 3alITHTA Ha MOJIATOIMTE, HO BO BOBEJHATA M3jaBa 4 € HaBeJEHO JieKa
OBa MpaBo Mopa Aa Ouzae mibanmaHcupaHo co Apyrutre (yHIAMEHTAIHH IpaBa. 3apagd Toa
I'’IITIP ro craBa mOpaBOTO Ha 3alITATA HA I[OJATOUMUTE BO MOIIMPOK KOHTEKCT Ha
(dyHIaMeHTaJIHUTE TpaBa U MpPH pasriieyBambeTo Ha 3allTUTaTa Ha JUYHUTE MOJATOLHM 3a
TeHEeTCKUTe U OM0OaHKapCKUTE UCTPaXKyBama, Tpeba J1a ce OuJie CBeceH 3a APYTUTe BKIyUEHH
npasa. ['/IIIP ru yTBpayBa NpUHIMINTE U MpaBaTa MITO MOpPa Ja Ce MCIOJIHAT pH 00paboTka
Ha JINYHUTE NOJIaTOLIN, BKIyUyBajKy ' U BO JOMEHOT Ha UCTpaxkyBamwara. OBHe NPUHIUIH Ce
OJlHECYyBaaT Ha 3aKOHUTOCTA, MPAaBEIHOCTa M TPAHCHAPEHTHOCTa, OTPaHUUYYBAHETO Ha
CKJIaIUpameTo, 0e30e1HocTa 1 oaroBopHocTa. [locebeH mpeau3BUK BO KOHTEKCT Ha HAyYHUTE
UCTpaXXyBamkha € HCIOJIHYBAaHETO HA CIIOMEHATHTE NPUHIMIM, a TOCEOHO BO OJHOC Ha
IIPUHLIAIIOT HA OPaHUYIYBAaKETO HA CKIIAAUPAKETO HA 1EJITa, MUHUMU3HPAKBETO HA TIOJATOLUTE
Y OTPAaHUYYBamkETO Ha ckiaaupameTo. I[P npeaBuyBa MHOTY 01 OBHE IPEAU3BULIM U J1a]1€
OJIpe/ieHH NMPUBUJIETHH BO MCTpaXKyBamaTa, MpeKy 00e30en1yBame Ha paMKa 3a OTCTaIlyBambe
Ha HEKOM OJ1 IpaBaTa u OapamaTta 3a 00paboTka Kora oopadoTkara € 3a Hay4HH UCTPaKyBamba.
[TpuHIMnMTE Ha OrpaHUWYyBambaTa Ha LENTa U Ha CKIAJUPABETO MOXKAT Ja OMJIAT W33eMEHH
ako oOpabotkara e 3a uctpaxyBauku Henu (wieH 5(1)(u) u (unen 5(1)(e). Taka, nuyHUTE
MOJIaTOIIM MOKE Ja C€ 4yyBaaT IMOAOJIr0 OJ IMOTPEOHOTO M Ja c€ HCKOPUCTAT 3a Led Ha
UCTPaXyBambeTO WLITO HE € HaBeleHO Npu cobupamero Ha mnoxaarouute. IIpaBoTo Ha
uHpopmanuu (wieH 14), nmpaBoro Ha Opuiiewe (wieH 17) 1 npaBoTo Ha npurosop (uieH 21)

MO’KaT J1a OUAaT U3eMEHH BO COTIacHOCT co ujieH 288 oa J[oroBopoT 3a pyHKIMOHUpame Ha
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EY (TFEU) (Article 288 Treaty on the Functioning of the European Union- TFEU), ako
00paboTKaTa CepHO3HO Ke IO HapyIIH UCTPAXKYBAHTO.

Bo obnacra Ha ucTpakyBamaTta Ha OM0OaHKHUTE TOCEOHO M yroTpedaTa Ha MoIaTOIUTE
MOIIMPOKO PA3BUEHH C€ HEKOJKY peryiaropHd HHCTyMeHTH (57,99,198,201.205,301) 3a
3allTUTAa HAa YYECHUIUTE BO HCTPAXKyBaWkETO, 3alTUTA HA HUBHUTE IpaBa U CEKAKO
o0e30eyBambe Ha €THYKO CIPOBEIYBame€ Ha HCTpakyBamara. Mo)ke 1a ce TBpAM JeKa
KOHTPOJIOPUTE HA MOJATOLIMTE, CAMOTO HAIMOHAIIHO 3aKOHO/IaBCTBO MJIM 3aKOHOJIAaBCTBOTO Ha
EY 0Ou moxene na ycBojaT pa3iuM4HU IpaBHJa U MPOLETYypU HACHTU(DUKYBAHH CO OBHUE
UHCTPYMEHTH Kako 3amTUTHU Mepku crnopen I'IIIP (unen 89), Ouaejku Tme ce HacodeHU
JOMHUHAHTHO KOH 3allITUTaTa Ha TpaBaTa W HWHTEPECHTE HA YYECHUKOT/yUYECHHIIUTE BO
UCTpaxKyBamara. IHCTpyMeHTUTE Ou BKITy4Hie OMOSTUYKH MpaBUiia U MPOLIEYPH, a CO Toa OU
ce 00e30ea1 HHTerprpaH OMOSTHYKH MPUCTAI KOH 3allITUTaTa Ha MOJIaTOLUTe BO obyacta Ha
UCTPaXXyBambETO CO YTBPAYBamkE Jdajld TAKBUTE HHCTPYMEHTH ce Bo cornacHoct co I'IITP. Ox
[IEHTPATHO 3HAYCHe O Omila TUCKycHjaTa BO BpCKa CO M3pa3or ,,Bo coriacHoT co ['JIIP, a
TOa € W uenra Ha perynaruBarta. Bo cymrunara I'JIIIP ce oxmHecyBa Ha eneMeHTUTE Ha
OJIECHYBAWETO Ha MPOTOK HA MOJATOLM INTHUTEJKU T OCHOBHUTE MpaBa U CI000IU 0COOEHO
mpaBara 3a 3amrTurta Ha nojgaronure. J[a 6une mojacHo, Tpeba na ce mooOjacHu aeka I'ATIP
HeMa 3a LieJ1 J]a Fo MONpedr WM HapyLIu UCTpaxyBameTo. HarpoTus, uma 3a 1en na 06e36e1u
ynotpeba Ha MOAATOIMTE O]l UCTPAXKyBamHETO CO MCTOBPEMEHO 3aIlITUTYBame Ha MpBaTa U
cnoboauTe Ha cy0jekTute Ha moaaronute ( wieHd 1) (wien2). Cemnak, npu pa3riieyBambeTo Ha
OHa IITO € ,,COMIACHOCT™ CO IeNTa, OCTOjaT ABE MOXHHU TOJKYBama. [I0TECHOTO TOJIKyBame
OM ' OrpaHUYMIIO MOXKHUTE 3alITUTHH MEPKH Ha OHUE IITO CE€ BO COTJIACHOCT CO MPUHLIUITUTE
u npasara Ha ['JIIIP. IIpuunute auckycun Ha EDPB ( European Data Protection Board -
EDPB) 3a 3amTuTHUTe MEpKH OM MOXKeJe Ja YKaKyBaaT Ha TakBO TOJKyBame. Bo cBoero
NpPEJIMMUHAPHO MUCIEHE 3a 3alllTHTa Ha NOATOLUMTE M HAaydHUTE HUCTpaxyBawma, EDPB
BHHUMATEJIHO T'M pa3riiefajl MOXKHHUTE 3alITUTHH MEPKHU Ha HAYWH KaKO F€HEpajHo Ja joaraat
ox I'’ITTP (EDPB, 20200b) (340).01 Hero Moxe aa ce 3aKJIy4H JieKa COOJBETHUTE 3aIITHTHHU
MEpKHU OM MOXKeTie Jla BKIIy4dyBaaT CIIPOBEIyBambE MPOIHKA HA BIMJaHUETO Bp3 3aIllITUTATAa HA
MOJIaTOIMTE OJ MOKHU PU3HIIM, HA3HAUYBamke Ha CIYKOSHHK 3a 3allITHUTa Ha TMOJATOLHUTE,
U3BECTYBamkE Ha CyOjeKTUTE Ha MOJIaTOIM 3a MOBpe/ia Ha MOAATOIUTE, a BO COINIACHOCT CO TOa
rapaHTupame Ha 0e30eqHOCTA HA TMOJATONUTE ¢ HHUBHO MHHHUMH3HUPAKE MPEKY
MICEBI0AHOMHUHM3AIM]a WM aHOMHUHHU3AIIN]a.

14. Caennoro mpamiame Oelie Jaau MMOCTOM Haa30p Ha 6e30eaHOCTa MpH NpeHEecyBambe Ha

MOATONUTE HAIBOP 01 3eMjata? Hajromem mporeHT 01 yYECHUIIMTE BO aHKETaTa OATrOBOpHja
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JIeKa He 3HaaT JaJld IIOCTOM HaJ30p 3a LEJOCHA 3allTUTa Ha nojarouute. Meryroa, mocTou
Merynaponen Kojekc Ha olHECYBabE 3a CLIOJENTyBatkhe Ha TEHOMCKH U 3/1paBCTBEHU I10JaTOLU
KOM HE I'M 3eMa IpeaBuja caMo camo 3eMjute oJ EY Tyky u octaHatuTe 3eMju BO KOM LITO
criafame U HUE U ce J10JIeKa MOJIUTHYKUTE COCTOJOM He ce IPOMEHAT, a BO CKJIOIN Ha 3allTUTaTa
Ha HalaTa 3eMja U MOYUTYBAjKU IO HAIIETO JJOCTOMHCTBO € MCKIYYHBO KOPHCHA allaTKa 3a
pa3MeHa Ha Hay4YHU F'€HOMCKH U 3/IpaBCTBEHU IOAATOLH.

HoBure mnpeaus3BuLM NPUABMKEHU O MelyHapOJHOTO, 3a€AHUYKO HCTPAKyBambe
nobapyBaaT MpUHLUIEIHA M INPAaKTUYHA paMKa Koja TIM CIOjyBa MCTpa)KyBauMTe,
perynaropute, (uHaHCHepHTE, TPyNHTEe Ha MAIMEHTH, HUHOOPMATHUYKUTE TEXHOJIO3U U
KOH30PLUYMHTE 32 CIIOICTyBambe Ha Mo1aToI . TakBaTa paMKa Ke ja olecHH Ii100aiHaTa HayKa
U OZITOBOPHOTO MCTPaKyBambE.

OcHoBute Ha 0B0j Konekc morexkHyBaar oj ymTe o ujieH 27 oj YHuBep3ajlHaTa
JieKJIapalnyja 3a Y0BEeKOBHU IpaBa of] 1947 roauHa Kazie MTO € HaBEeJCHO JIeKa Ce rapaHTUpaaT
npaBaTa Ha CEKOj MOEAMHEI[ BO CBETOT ,,J]a yYECTBYBa BO HAyYHHOT HANpPEJAOK M HETOBHUTE
IPUIOOMBKHU CII0O0/IHO /1a c€ BKIIYYH BO OATOBOPHOTO HAyYHO UCTPAXKYBaHh€,a BO HCTO BpeMe
,,3 3alITUTa HA MOPAJIHUTE U MaTepHUjaTHUTE HHTEepecH ...~ . OBOj KOJIeKC BOCIIOCTaByBa 301p
HA OCHOBHU IPHHILMIIM U HACOKU 3a OJTOBOPHO HCTPaXKyBame M HaJI30p HaJ CUCTEMUTE Ha
MOJIaTOLM 32 MCTPaXXyBawke€ BOJAECHM OJf MPUMEHJIMBUTE YOBEKOBM IpaBa Ha IMPHUBATHOCT,
HEIMCKPUMMHALIM]a U TPOLeAypajHa MPAaBUYHOCT.

Bpennocra Ha oBoj Kojekc € BO Toa ITO: HYIU MOJUTUYKU U MPABHU TUMEH3UH KOU
I'M Ha/IMUHYBaaT MOpaJIHUTE IPUBJIEYHOCTH Ha OMoeTHKaTa 1 00e30e/1yBa oLBpCTa paMKa 3a
YIPaByBamke U CIOEIyBakE HA NMOAATOLUTE OBP3aHU CO T€HOMOT U 3/1paBjeTo, KOHTAKTHpa
CO TPYIIU MHCTUTYIIMH, a HE CAMO CO MOEJUHIIM, IO HarjlacyBa MPOTPECUBHOTO OCTBAPYBAHE
Ha JIOJDKHOCTUTE NMOBUKYBAjKH Ha aKI[MK OJ1 BIaJUTe, MHyCcTpUjaTa, GUHAHCHEPUTE Ce CO Lell
UCTpaXXyBauuTe Ja co3/aJaT CpeAMHA 3a OJrOBOPHO CIOJENyBambe MOAATOIH HCTOBPEMEHO
MOTUKHYBaJKH 'O OJITOBOPHOTO MCTPa)KyBame BO 3APaBCTBOTO HYJIEJKU MOCUIIHA 3aIUTHTA BO
KPUTHYHUTE 00JIaCTH.

Ilenta Ha 0OBOj KoAekc € Aa o0e30eny NpPUHIUNMETHA W NPAaKTUYHA paMKa 3a
CHOJIeNTyBabeé Ha T€HOMCKU M 3[paBCTBEHH mojaroiy. IlpumapHuTe 11enu Ha KOJEKCOT ce:
3alITUTa W TMPOMOBHpame Ha Oyiarococrtojdarta, mpBaTa W MHTEPECUTE W Ha IMOEIUHLUTE;
00e30eyBakbe Ha HACOKM M OJPEAHULM 32 OJrOBOPHOCT; JOIOJIHYBAamkE€ HAa 3aKOHUTE U
peryiaTuBUTE 3a TMPHUBATHOCT M 3allTHUTa Ha MOJATOLUTE, KaKO M KOAEKCH 3a ETUYKO
yIpaByBamke CO CUTPAXKyBamara; MOTUKHYBAaWkE HA OJATOBOPHO CIOENyBame Ha MOAATOLH;

HaaA30p Ha CUCTEMUTE Ha MOJATOIMUTEC HAa UCTPaXXyBamkE, BOCIIOCTABYBALC paMKa 3a IorojieMa
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MelyHapoaHa copadoTKa 3a pa3MEHa Ha MOJATOLHUTE; Aa CIYKU KaKO JMHAMUYEH UHCTPYMEHT
KOM MOJKE /1a Ce IIMPH U J1a CE€ MEHYBA BO COIVIACHOCT HA HOBUTE CIIy4dyBamka BO HayKaTa; Ja
OuJie anaTka 3a eBajlyalllja Ha UCTPaXKyBamaTa 0]l CTpaHa Ha KOMUTETUTE 3a €THKA.

HeroBara anmkanuja Moske J1a ce 0JIBUBa CO YCBOjyBambe U UMIUIEMEHTHPaE BO Tela
U OpraHM3aliM BKJIYYEHHM BO CIOJIEIYBaWkE€TO HA IOJATOLMTE IOBP3aHU COO TFEHOMOT M
3npaBjero. Toj ce ogHecyBa Ha YYECHUIM BO MCTPAaXYyBambEeTO Mely KOM M 3aeTHHUIIMTE Ha
NAlMEHTUTE; MCTPAKYyBAaUKW OpraHM3allid; YHUBEP3UTETH; KOJIEIM; HCTPaKyBauku
MHCTUTYTH; BIAJMHU TeJla BO BUJI HA HALIMOHAJIHU U PErMOHAIHU UCTPAXKyBauKH HHCTUTYLINU;
KOMUTETH UTH.; €TUUYKH KOMHUTETH 32 UCTPaKyBamba U KOMUTETH 3a IPUCTAll Ha MOAATOLM;
KJIMHUKHA, OOJHUIM, 3APAaBCTBEHHM ILIEHTPU M HMHCTUTYTH; areHUWU 3a (QHUHACHUpAE Ha
UCTpaXXyBama; MPO(YECUOHAIHN UCTPaKyBaukd OpPraHU3aLUH; UHIAUCTPHUja; UH(DOPMATHUKU
TEXHOJIO3H U J]aBaTelIM Ha CUCTEMH 32 UCTPAXKyBake Ha MOAATOLM U IPYTH TeJla WIN [0 IUHIIN
Kou OapaaT, MpUCTalyBaaT, yNpaByBaaT WM Ha JAPYr HAa4MH KOPUCTAT TEHOMCKH WU
3/1paBCTBEHU MOJATOLH.

OcHoBHuTe npuHIMNU Ha KoJekcoT ro BojaT OArOBOPHOTO CIIOJENYBambE MOJATOLH.
Tue ce nCTO Taka 0JIECHYBAa4YM 3a NOYUTYBAHETO HA OOBPCKUTE YTBPACHU CO MEYHAPOAHOTO
Y HaIlMOHAJIHOTO IPaBO U MOJUTUKU. ' mpUMeHyBaaT OCHOBHUTE IMPUHLUIMU 32 OJTOBOPHO
CIoJIeNyBambe IOJATOIM. Bprmmar mnpoMoBUpame Ha 3ApaBjeTo H  Ojarococrojoara.
WMHcucTupaaT Ha MOYMUTYBAWKETO HA MOEAMHLUTE, cemejcTBaTa W 3aenHunure. Ce OGopar 3a
PUMEHYBakEe Ha HAIlPETHOTO UCTPaKyBame M MpaBUYHATa pacrpenenda Ha NpuaoOUBKUTE.
Oco0eHo HHCHCTUPAAT Ha HETYBAaWETO Ha JI0BepOaTa, MHTETPUTETOT U PELUITPOLIUTETOT.

Kozxekcor coapku ¥ HACOKM U OCHOBHM €JIEMEHTH 3a CIOJIEIyBam€ Ha IO0JaTOIH,
OJITOBOPHOCT, 0€0EHOCT U KBAJIUTET HAa MOJATOLUTE, IIPUBATHOCT, 3alITUTA HAa MOJATOLH U
JIOBEPJIMBOCT, MUHUMH3UPAkhE Ha LITeTaTa U MAKCUMU3UPAbe Ha MPUA00UBKHTE, TPU3HABAE
U atpubyluja, OJIp>KIMBOCT KaKO M NMPHUCTAMHOCT U JAUCeMHMHanuja. Bo 3aBpiiHuTe AemnoBu
HaBEJCHU CE€ MEXaHU3MUTE 3a UMILJIEMEHTalnja u u3MeHu ( 341)

EBpornickutre wucTpaxyBama ce c€ TIOBeKe KojJabopaTHUBHH, MeI'YHApOIHU H
noBeKeleHTpUYHU. Tpeba aa ce 3eMar NpeABH]l CIECU(PUUHOCTUTE U Pa3IUYHUTE KOHTEKCTH
Ha UCTPaXXyBauKUTE MPOCKTH U 3€MjH, a CTpAaTerMHUTe 3a MOBPATHUTE WH(POPMALIUU COO/IBETHO
na ce npuiaronat. Bo cBernuHaTa Ha MelyHapOJHUTE YOBEKOBH IPaBa, PEXUMHUTE KOU T
MOJp)KyBaaT IpaBaTa Ha NPUBATHOCT M OCOOEHO MpaBaTa Ha TIE€HOMCKaTa IMPUBATHOCT,
3aKOHHUTE W HponucuTe Ha HUBO Ha EY ce BocmocTaBeHu co 1en ga ce o6e30enaT u3BpUIHU
NpaBHU WHCTPYMEHTH 3a 3allTHTa Ha NMpHUBaTHOCTa Ha noenuHuure. Bo EY, 3amTurara Ha

JUYHUTE TIOIATOIM € rmocTurHata co JlupexkruBata 95/46/EC Ha EBpOIICKHOT mapiaMeHT 1 Ha
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CoBeTOT 3a 3aITHTa Ha MOEIUWHIINTE BO OJHOC HAa 00paboTKaTa Ha JIMYHUTE MOAATOLHM U 32
CJII000JJHOTO JIBJKEH-€ Ha TAaKBUTE MOAATOLM. /[upeKkTuBaTa € BOCIOCTAaBEHA CO LEN Ja Ce
00e30e1M 3aKOHCKAa M IpaBUYHA OO0pabOTKa HA JMYHU IOJATOIM MPEKy HH(pOpMaTHUYKa
TexHojoruja. Jlupektupara e HaMeHeTa Jia ce MpUMEHyBa caMo Ha , JIMYHU MOJATOIH U uMa
3a 1eN Ja I'M UCKIIyYd MOJAaTOLUTE IITO HE C€ ,,JUPEKTHO WM UHAMPEKTHO NMPENOo3HATINBU
WIM LITO Ce CMEeTaar 3a aHOHMUMHU. J[upekTuBarTa npeaBuayBa jieka o0paboTkara Ha JIUYHHUTE
nojaTtouu He Tpeda na Oujpe HEKOMIIATHOWIIHA CO NMPBUYHHUTE L€ HA COOMpPAmETo Ha
MOJIaTOLIM U JieKa MOoJaTouTe Tpeda J1a ce YyBaaT caMo OHOJIKY JIOJITO KOJIKY IITO € MOTPEOHO
3a J1a ce MOCTUTHAT THE LIEIH.

Bo 2009 rommna, EBporickara xommcuja 3amoyHa MucCHja 3a pedopMupame Ha
HupextuBara. Kpajuara nien Ha pedopmata Gemie J[upextuBara 1a ce HanpaBu noeduxacHa Bo
OJIHOC Ha HaMpeI0KOT Ha MH(OPMATUIKU- KOMYHHKAITUCKUTE TEXHOJIOTHH, KOM 3HAYUTEITHO TO
TpanchopMupaa coOOMPAmETO, CKIAJAUPAmBETO W MPEHOCIMBOCTa HA TOJIEMH KOJIMYUHH Ha
nojatony npeky rpanunmre. [Tokpaj Toa, JlupekTnBata HE MOKEIIIE 1a BOBE/IEC XapMOHH3AIIH]a
M KOH3HCTEHTHOCT BO oO0JilacTa Ha 3amTuTata Ha mnojatouutre Bo EY, Ounejku Oeme
TpaHcGopMHUpaHa BO HAIIMOHATHH 3aKOHH, a TOa pe3yiTupaiie co 27 pa3iuyHu, HAIIMOHAIHU,
Bep3uu Ha J[upektuBara. 3atoa, ce Mpeasioku 3aMeHa Ha JlupektuBarta co HoBa PerynaTtusa,
KOja € IMPEKTHO MPUMEHJIUBA BO cUTe 3eMju uieHKu. Bo janyapu 2012 roguna, EBponckara
Komucuja objaBu ,Ilpemtor 3a perymatuBa Ha EBporckuor mapiameHT 1 Ha COBETOT Ha
3alITUTa Ha MOEIUHIMTE BO OJHOC Ha 00paboTKaTa Ha JIMYHHM MOJATOIM M 3a CI000JHOTO
JIBWKEHE Ha TakBuTe noaartomu™. IlomormHa, EBpONCKMOT mapiamMeHT JOHEcCe W3MEHU Ha
[Ipennoror 3a xou riacamie Bo 2014 roguna. ITocne toa, CoBeTOT ce corjacu Ha 3aeTHUYKHU
MpHCTall KOH PEBUANPAHUOT TEKCT Ha MpesioroT Ha 15 jyru 2015 roauHa U 3amodHa nepuo
Ha Tpuanor Mmery tpure tena Ha EY (Komucwuja, [Tapnament u Coser). IIperosopure mery
tpute Tena Ha EY, Bo nexkemBpu 2015 romuna, EBponckuor mnapiament, CoBeToT U
Komucujata nocturHaa 10roBop 3a HOBUTE IpaBHjia 3a 3alITUTa Ha noaaronute. Ommrata
perynaruBa Ha EVY 3a 3amTutara Ha mojiaToiute € BOBE/ICHA CO KpajHa I[eJ1 32 XapMOHU3HPaAe
Ha 3allITUTaTa Ha rojaTouuTe HU3 1ena EY u ojecHyBame Ha MPOTOKOT HAa MH(POPMALIUU MTPEKY
rpaHUIUTE U TMOAOOpyBamke Ha 3allTHUTaTa Ha mnpuBaTHocta. Bo Mmaj 2016 roxauna,
odunrjamHIOT TeKCT Ha PerynartuBara Oemre o6jaBeH Bo Ciyx0eHnoT BecHuK Ha EY Ha cute
cimyk6enu jasuiu. Mako PerynatuBara cranu Bo cwia Bo 2016 roawHa, Taa ce MpuMEHyBa Of]
maj 2018 roauHa.

[TpuToa, 1ETOKYIHOTO yIpaByBame co oOpaboTkaTra Ha JMYHHUTE MOAATOLM K€ OJH

noJiajieKy of 3aKOHCKuTe Oapama M Ke T'M 3eMe IpeIBHJl PeJIeBAaHTHUTE WHIUBUIYATHU U
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COILIMjaJTHU TIPOOJIEMHU KOM MOXEOM HE Ce SKCIUMIIMTHO HABEJACHH BO 3aKOHCKUTE OApeadu.
[Toxpaj Toa, Hag30pOT HaM 00paboTKAaTa Ha JTUYHUTE MOJATOLM Tpeba aa Ouae BO YEKOp CO
HajHOBHTE CITydyBarha BO 00JIacTa Ha HayKaTa 3a [0JjaTolu, OnonHpOpMaTHKaTa M TEHETHKATA.

JlokonKy ce 103BOJM 3eMjuTe 4wieHkH Ha EY ga mocraByBaar IOTOJIHUTEIHU
OorpaHuvyBama 3a 00padoTKa Ha TeHETCKUTE MOJATOIM 32 MCTPAXKYBAuKH IIETTH MOXeE J1a ja
NOTIpeYd TpeKyrpaHnyHata oO0paboTKa Ha TEHETCKUTE TOJAaTONM H Ja ja IOTKOma
XapMOHM3allMjaTa Ha 3alTHTaTa Ha IoAaTonuTe BO pamkure Ha EVY, nokonky Tne
OTpaHWYyBamba M YCIOBU C€ pa3nuKyBaart (342).

Konekcor maBa moroneMa nudpeHa MOXKHOCT WIM CO JPyrd 300pOBH MOXKHOCTH 32
YYeCTBO Ha TOrojeM Opoj Ha 3eMjU BO HCTPaXXyBadKUTE MPOEKTH oakoinky EY koja e

orpaHuyeHa Ha 27 3eMjH.

Ilpenopaka 21: Ilponopuyuonanno yuecmeo u NpPONOPUUOHAIHU NPUOOOUBKU 00
ucmpascysarama.
Ilpenopaxka 21.1: Xapmonuszupanu cmpamecuu 3a nospamuume uH@opmauuu 00

ucmpascyeauKu npoeKkmu He3a6UCHoO 00 HUGHAmMA zeozpad;cxa Jlommusauuja.

15. Ilernaeceroro mnpamame Oemie: Jlaau mocToM 3aKOH 3a TEHETCKO COBETYBAIMILTE?
['eHEeTCKOTO COBETYBame MMa KJIy4Ha yJiora BO 00JlacTa Ha reHeTuKaTa 00e30eyBajku UM Ha
HOEMHIINTE U ceMejcTBaTa MH(GOpMAaIUY U MOAPIIKA BO IOHECYBAHETO Ha OJUTYKHU 38 HUBHOTO
reHeTcko 37paBje. Kako mITo reHeTMkara HpoJODKyBa Ja HampeayBa co Op3o Temrlo,
npalamaTa OKOJIy MPeceKoT Ha FeHETCKOTO COBETYBAaWkE U MPABOTO CTAHYBAaaT C€ IMOBAXKHHU.
Enna oOnact kaje mTO reHETCKOTO COBETYBam€ M MPABOTO CE MpEIIeTyBaaT € 0bjacTa Ha
TeHETCKO TeCTHpame. | €HEeTCKOTO TecTupame MoXke Ja 00e30eau BpelHu HH(OpMauu 3a
Te€HOMOT Ha MOeIMHEIIOT, BKIY4yBajKU T U T€HETCKUTE HapyllyBamba WIN 3T0JIEMEHUOT PU3HK
3a oxpeneHu coctojou. Cemak, pe3yaTaTHUTE OJf TEHETCKOTO TECTHPAme MOXKAT Ja umaaT
3HAaYajHU UMIUIMKAIIUY 32 )KUBOTOT HA MOEIUHEIOT, BKIIy4yBajkl r'0 U HUBHOTO BpabOTyBame
U OCUTYpYBam-E.

3aKOHOT 3a HEAMCKPUMHHALMja Bp3 OCHOBA Ha reHeTcku nHpopmanuu (GINA) Gemre
noHeceH Bo YCA Bo 2008 rosivHa 3a 1a TH 3aIITUTH MIOSTUHIIATE O] TeHETCKa TUCKPUMUHAITT]a
BO 3/IpaCTBEHOTO OCUTYpYBame 1 Bo BpabotyBameTo. [ THA nwm 3a0panyBa Ha 31paBCTBEHUTE
OCUTYPUTENH Ja KOPUCTAT TeHETCKH MH(pOpPMAIKK 32 Ja YTBpAAT NOTKPUTHE WU MIPEMHUH, a
UM 3a0paHyBa Ha paOOTOJNABLUTE Ja KOPUCTAT TeHETCKM HH(pOpMAIMU 3a OJUIyKH 3a

BpaboTyBame, OTIYIITamke Off paboTa WM yHamnpedyBawme. OBOj 3aKOH NMOMOTHa Ja ce
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00e30en MOeAMHLIUTE J1a MOXAaT Jga 0apaaT TeHETCKO COBETYBambe M Ja CE IMOAJOXKAT Ha
TeHETCKHU TeCTUparma 0e3 CTpaB Of HeraTuBHU nociueaunu (343).

Jlpyra BakHa 00JIACT KaJIe IITO TeHETCKOTO COBETYBAE M 3aKOHOT CE MPEIUICTYBaaT €
BO KOHTEKCT Ha PENpOIyKTHBHUTE M300pu. [IpuTOa, TEHETCKUTE COBETHUIM MIPaaT KIy4HA
yJora npu 06e30enyBameTo HHGOpPMAIIMK 32 TTOSTUHITUTE U TAPOBUTE 32 TEHETCKUTE PU3UIN
NOBP3aHU CO OPEMEHOCTa M UM IOMaraar Jia JIoHecaT HH()OPMHUPAHU OJUTYKH 3a IPEHATAITHO
TECTHpame, TEHETCKA JMjarHo3a Mpe/] MMIUIAHTAIMja U IPYTH PEPOAYKTUBHU OIIIHH.

['eHEeTCKOTO COBETyBaWke M MPAaBOTO C€ TPEIUIETYyBaaT CEKako W BO cdepara Ha
TCHETCKUTE HCTPaXyBama. [lOEJHOCTaBEHO KakKaHO HCTPAXYBAUYUTe IO MpOydyBaaT
YOBEUKHOT T€HOM 32 MOI00pO J1a ja pa3depaT reHeTcKaTa OCHOBA Ha OOJISCTUTE | J1a pa3BUjaT
HOBH TpeTMaHHu. [IpuToa, reHeTCKOTO MCTPaKyBamkhe NOKPEHYBa €THYKU M MTPABHU Tpalllamka
Kako IITO Ce€ 3allTUTaTa Ha MPUBATHOCTa M aJicKBaTHAaTa yHoTpeda Ha TEHETCKHUTE
uHdopmarmu. [locTojaT 3aKOHM U MPOIKMCH KOU IO PErysiipaar TeHETCKOTO HCTPaKyBame
OCUTYPYBajKH JIeKa ce CIIPOBEyBa €THYKH U CO MOYUTYBAbE HAa MHANBUIyaTHUTE TipaBa. Kako
3aKIIy4OK T€HETCKOTO COBETYBaHE M MPABOTO MMAAT 3aCIHUYKH JOMHUPHU TOYKU IMOCEOHO BO
HEKOJIKY O00JIaCTM Kako INTO CE€ TEeHETCKOTO TECTHpame, T'CHETCKHTE HUCTPaKyBamkba U
penpoaykTuBHUTe H300pH. [IpaBoTO Wrpa KiIyyHa yiora BO 3allTHTaTa Ha IpaBara Ha
NOeMHIIMTE U 00e30eyBa MOKHOCTH CaMHTE MCIUTAHUIM Ja JOHECyBaaT MH(OPMHPAHU
OJUTYKH KOW C€ OJTHECYBaaT 3a HUBHOTO I'€HETCKO 3/pasje. HajcoonBeTHa momom 6u Moxene
Jla UM TIPY’KaT KOMIIETEHTHU T€HETCKH COBETHHIIU KOU C€ OCTPYUYECHHU MIOMETYOCTaHATOTO U BO
IIPaBHUTE pa3MUCIIyBama 3a Ja UM 00e30enaT Hajio0pa MOXkKHa rpUKa Ha CBOUTE MAallMEHTH.

Hammre wuctpaxyBama MOKaKyBaaT JeKa IMpaBHA pamKa CO Koja € TMPEIBHICHO
NIOCTOCH-E Ha TEHETCKU COBETHHIIM OJJHOCHO T€HETCKO COBETYBAJHIITE HE MMOCTOM BO HaIlIaTa
3eMja M OJ TyKa C€ jaByBa HEOITXOJHa MOoTpeda o1 (popMHpame Ha KOMIETEHTHU T€HETCKU
COBETHHUIIM YHja IITO paboTa Ke Ouie MpaBHO PeryinpaHa.
Ilpenopaka 22: @opmuparve na 3aKOHCKA pezyiamued 3a 2eHemcKo cosemysanuuime Koe
Ke 6uoe cocmageno 00 KOMnemeHmHuu 2eHemcKu CO6eMHULU.
16-to u 17 -TO mpamame ce OJHECyBa Ha Toa JaJd MMa TEHETCKH COBETHUIM BO
PC.Makeneonuja u TOKOJKY T UMa, KOJIKY ce Ha Opoj?

['eHETCKOTO COBETYBame Kako (hopMalieH TEPMHH 3a ONHIIYBamkhe Ha KIMHAYKA MpaKca
Oemre BoBeneHo Bo 1947 ronuna ox lllennon Pua, koj mTo mpodyeHo 1 HejacHO ro JepepuHui
Kako ,,BUJ Ha TEHETCKa couujamHa pabora“. ['eHEeTCKOTO coBeTyBame Kako mpodecuja ce
nojasu Bo CA/] co BocriocTaByBame Ha MPOrpaMa 3a FeHeTCKO COBETYBAE Ha MOCTIUIIIIOMCKO

HUBO Ha Kojenot Sarch Lawrence Bo bponkceuin, Bbyjopk Bo 1968 roguna.Cinunu mporpamu

212



ce pa3BHja BO TEKOT Ha cieauuTe 50 roaquHu Ha r1006a1H0 HUBO. TpaHCHAIMOHAIHATA alTijaHca
3a TEHETCKO COBETYBambe HaBelyBa nmoseke o1 80 nmporpamu 3a 18 3eMju Ha IECT KOHTHHEHTH.
[IpakTrkara ¥ 00EMOT Ha TEHETCKOTO TECTUTPAE €BOJIYUPAJIC BO TEKOT Ha MOJOBHHA BEK OJ1
ocHoBameTOo Ha mporpamara Capa Jlopenc (344). Hajmmpoko mpudareHata u IUTHpaHa
neduHUIMja 32 TEHETCKOTO COBETYBAamE € OHaa IITO ja M3rOTBH U oa00pu HammonamHoTO
3py>KeHUE Ha reHeTCKH coBeTHUIM BO 2006 roauHa, a Toa riacu: ' eHeTCKOTO COBETYBambE €
npoliec Ha IOMarame Ha JIyreTo Ja paz0depaT W Ja ce MpWIarojar Ha MEIHIIMHCKHUTE,
MICHXOJIONIKUTE U CEMEJHUTE UMIUIMKAIIMU Ha TEHETCKUTE JONPUHECH KOH OOJICCTUTE.

OBaa mocranka r'a MHTETpHpa TOJIKyBambaTa Ha CEMEJHUTE U METUIIMHCKUTE UCTOPHH
3a TMPOICHYBakE¢ Ha MOKHOCTHTE 3a I0jaBa WJIM MOBTOPYBame HAa OOJIECTUTE; eayKaluja 3a
HaCJIie/yBambe, TECTHPAhE, PAKOBOJICHE, TPEBEHIIN]a, PECYPCH M HCTPAKYBaHbE; COBETYBAE 32
IPOMOBHUPakE Ha HHPOPMHUPAHH U300PHU U IPUIIATOIyBahe€ KOH PU3HKOT WU COCTOjOaTa.

[IpakTrkarTa U MpaKTUYapUTe 32 TCHETCKOTO COBETYBAME CE PA3JIMKyBaaT HU3 LEIHUOT
CBET, HO NPETXOJHO objacHeTara AeUHUIMja TO TOJOBYBa JAYXOT HA OHA IITO IMOBEKETO
TCHETCKU COBETHHIIM Ce OOMIyBaaT Jia TO MOCTUrHAT. [IpolieHKkaTa Ha MPETXOJIHO KaKaHOTO
MOXe Jia ce mpudartu co orien Ha Toa MITO OPOjHH METyHAPOIHH MyOJIMKAIUK [EIIOCHO WIIH
JOMHUHAHTHO ja npu¢araat epUKTUBHOCTA U CIPOBEIYBAHETO HA TEHETCKUTE COBETYBAHE HA
HAYMHOT KAaKO IITO € MPEeTXOAHO coommTeHo (345). 'eHeTCKUTe COBETHUIIM HACEKaJe ce
cTpemar Jja OuaT COUyBCTBUTEIHH JIyf'e KOU BO CYIITHHA COYYBCTBUTENIHOCTA ja MOKaKyBaat
CO CBOjaTa BUCOKOKOMIIETEHTHA €TUYKa IPHUrKa 3a CBOjTE MAILlMEHTH BO OOUIOT J1a ja mogo0pat
MEUIIMHCKA U TICHXO0JIONIKA G1arococtojoa.

HmeHo, OMONOUIKUTE W MEIUIMHCKUTE HAyKH IO CBOjaTa MPHPOJA M TNPAKTHKA CE
XyMaHuCTHYKU M eTnuku (Sinsheimer, 1977), a reHETCKOTO COBETYBamE€ € BIPAZCHO BO
HOLIMPOKa COIMOKYJITypHa pamka (346). Co apyru 300pOBH, T€HETCKOTO COBETYBAamE €
XYMaHHUCTHUYKO JJOKOJIKY MEIUIIMHCKATa MPaKTUKa U HAyYHUTE UCTPaKyBamba KOM c€ OCHOBAaTa
Ha Taa MpaKTHKa BO TOJIeMa Mepa c€ XyMaHUCTHYKHU TPUCTAITH.

bu cakane j1a moTeHHHMpaMe HEIITO ITO € JIOTMYHO W XyMaHo NpudaTinBo, a Toa €
CJIeIHOTO: O€3 orjiesl Ha pacara, €eTHUYKaTa MPUIaJHOCT, EKOHMCKUOT CTAaTyC, CIOCOOHOCTHUTE
CeKCyaJlHaTa OpHMEHTallMja, POJOBHUOT HACHTHUTET, PEIUTHO3HUTE BepyBama, aTenzaM WU
NPKaBjaHCTBO CHTE TMOCIMHIIM WMaaT YHHBEpP3aTHH YOBEKOBM IpaBa KOM MOpaaT Ja ce
MOYNTYBAAT U 3aIITUTAT.

OcHoBHaTa Gpuio3o(duja u eTUKa Ha TeHETCKOTO COBETYBaE € MOTPEOHO J1a C€ KOPUCTH
BO CEKOjJJHEBHATA MPAKTHKA Ha TeHETCKOTO COBETYBamhE M '€HETCKOTO TeCTHpame. Pa3nuynu

CC HAUMHUTC Ha T'CHCTCKOTO COBETYBAKLEC M I'CHETCKOTO TECTUPAWKEC IMPU HCIIHMTYBAIBLCTO U
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OJIpelyBa-ETO Ha TE€HEeTCKaTa JIMHUja 32 pa3IMYHUTE OoJjecTd, a 0€3 Toa pe3ynTaTHTE Ol
COBETYBamETO K€ OMAAT OrpaHWYCHH. 3HAYH, SIyIIHUPAHUTE TEHETCKA COBETHHUIIM MOXaT Ja
MOHY/IaT COOJBETHU CTPATETWU INPH CKPUHUHTOT CE€ CO Ied 3a JOoOMBamke Ha MOTOYHU U
00OEMHU pe3yJITaTH BO M0J13a HA OTKPUBAKHETO H JICKYBAHETO BO OJIpe/IcHAa FCHETCKA JI03a.

[Tomery npyroro, MoOKpaj NPUIOOMBKHTE OJf TEHETCKOTO TECTUPAHE TECHETCKUOT
COBETHHMK HEONXOIHO € Ja T'M 00jaCHH JIMYHUTE PHU3UIM, HO U PHU3HUIINTE 33 WICHOBUTE Ha
CEMEjCTBOTO JIOKOJIKY C€ I0OWjaT TaKBH PEe3yJTaTh. 3HAYH, COBETYBAETO MPE] TECTUPARBETO
Tpeba na 6uae o0jeKTUBHO, O6e3 yrnoTpeda Ha eMOTUBHH MHGOPMAIMH HJIM OOpaTHO Ka)KaHO
uH(pOpPMAIIMK KOU MOTEHITMjATHO MOXKAT Jla MPEAN3BUKAAT HETaTHBHU eMonni. MyapocTa Ha
MOJIFOTOBKATA HA MAIIMEHTOT € HAYMHOT KOj IMTO K& OBO3MOXKH TOYHA MH(POPMHUPAHOCT 3a Ja
HeMa JIOTIOJTHUTEITHU HeraTUBHU peakiuu. Cekorail COBETHULIUTE Tpeda Ja OuaaT CipeMHu J1a
ro npudarat 0JOMBakETO HA UCIIUTAHUKOT BO CEKOj MOMEHT Ha TecTupameTo. [loreHrpame
JIeKa € HMH3BOPEIHO BAXKHO COBETYBAIETO NpEI TECTUPABETO KOE Mery OCTaHaToTo O
BKIIy9HJIO WH(GOpPMAIMU 32 BUJOBHTE Ha MOTCHIMjATHU PE3yJITaTH KAKO W PU3HIIUTE,
OrpaHuYyBambara HO W MPHUIOOMBKUTE OJf TECTHpameTo. Kako mpuHIMI Ha OWOETHKaTa,
MOYUTYBAKHCTO HA aBTOHOMUjaTa MAllMEHTHTE/UCIIUTAHUIINTE UMaaT MPaBo Jia u30epar aa Tu
MPUMAT WM J]a He TH MPUMAT PE3yITaTUTE OJf TCHETCKOTO TECTHPALE.

HaBpemeHoTo coonmTyBame Ha pe3yJTaTUTE O]l TEHETCKUTE TECTOBH € perep Cropes
KOj JJaBaTeNuTe Ha 3[paBCTBEHU YCIYyTH Ke OUJAT OllEHyBaHH OJ] MAIlMEHTUTE U TJIaKauuTe Ha
YCIIyTH, HO TTOBAXKHO € LITO JIOITHEEHETO BO COOMIITYBAKETO Ha PE3YATATUTE UMAaaT MOTSHIIH]jall
Ja TH OrpaHWdYaT OMIMUTE 3a JMjarHOCTHKA W yIpaByBame. [IpakTukure Tpeda na mMmaar
mporeaypu mro ooe30emyBaaT HaBpEMEHO 00jaByBamke Ha pe3ysTatute o TectoBute (347).

[TonuTukara ,,HUKaKBa BeCT € J00pa BeCT" He € BO COrMIACHOCT CO BUCOKOKBAITUTETHUTE
TecTHpama. Bo cymrruHa 00jaByBameTo Ha MOIATOIMTE C€ JIMMUTHPAHU BO OJTHOC HA BPEMETO
Ha 00jaByBameTO, HO BO CEKOjIHEBHATa MpaKTHKa CE OpjeHTHUpaMe MpemMa MPUHIHUIOT Ha
utHocTa. Mako mojaronure ce orpaHuyeHu Mo OJTHOC Ha HajI0OPHOT pacropes Ha 00jaByBarmbe
Ce YMHHU JIeKa pa3liiKaTa BO BO3HEMHPEHOCTa OJAroBapa Ha IICHXOJIOMIKHOT MpOoQHI Ha
nanueHTuTe. Taka Ja ymre enHan ke MOBTOpUME JIeKa TeHETCKUTE COBETHHIIM, JTOKTOPUTE
UCTpaxKyBauu Tpeba Ja BOJAT CMETKA 3a €JIEeMEHTOT Ha HaBPEMEHOTO COOMIITYBamke Ha
pe3yJaTaTuTe.

Bo namaTta ankera ucnutaHUIMTE BO HajrosieMm mporeHT (80%) omroBopuie neka BO
HAaIlIaTa 3eMja MOCTOjaT FTeHETCKU coBeTyBanuiTa. O/ HallIMTE UCTIUTYBAakhE MTPOU3IIETyBa JIeKa
OpojOoT Ha TEHETCKH COBETHHUIM ce ABIXH oJ 1-5. BakBuTe pesynrtaTu mokakyBaaT AeKa

IMOCTOHU 3apOoavIl Ha TCHETCKU COBCTYBAJIMIIITA BO HalllaTa 36MjI/I.
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Ilpenopaxa 23: Hempasicysauume mpebda oa oopedam Kou mecmosu Ke Ouoam noHyoeHu
KaKko cmanoap0 Ha HUGHUmME NPEeKMUKU, MAaKa 04 KoKy MmOJKy ce yHuguuupaam
cmpamezuume 3a CIUYHU MeCMUparsa.

Ilpenopaxa 23.1: IlImo ce oonecysa 3a onmumu3zayujama Ha onyuume 3a eeanyauuja u
MeOUYUHCKA He2a NOMPEDHO € HABPEMEHO COORUIMYEArye HA Pe3ySimanmume.

Ilpenopaxka 23.2: Ilayuenmume mpeda oOa Ouoam HagpemeHO UHGOpmMUpanu o0exa
2EHEMCKOmO mecmuparse moice 04 e1ujae U Ha npemuume 3a OCuzypysare ouio oa e moa
HCUGOMHO UNU O0I2OPOYUHO.

Ilpenopaka 23.3: Jlokonky cememckomo mecmupare OmKpue KIUHUYKU 3HAYAJHU
Mymayuu co Hacle0eH NOMEHYujan uchumanuyume mpeda 0a ce oxpadpam oa 2u
cnooenam pe3yimamume co 4ieHO8UME HA CEMEJCMBOMO KOU e U3I0HCEHU HA PUSUK.
Ilpenopaka 23.4: Axko ucmpasxcysauom Hema ROMpPeOHO 3HACHE UNU eKCHePpmU3d 60
2EHemuKama 3a c0006emMHO 0d 20 CO6emy6a NAyUueHmom mpeoda 0a 20 ynamu 00 2eHemcKu
COBEMHUK UNU GUCOKO OugepeHyupan cneyujarucm 6o odaacma 00 Koja ce 0oduenu

pe3yaimamume.

Ha mnpamamero ganu reHoMckara MeAMIIMHA BO KOMOMHAlMja €O BellITauykKaTa
untenurennyja (BU) ummaar moreHuMjan ga ja momoOpaT 3/ApaBCTBEHaTa 3allTHTa Ha
nanueHTure, MeHanyepute oarosopuie 100%, ncrpaxysaunte 80%, a maboparure 75% neka
reHOMCKaTta MeauiimHa BO KoMmOuHamuja co BW wummaatr mortenmmjan ga ja momoOpar
3/IpaBCTBEHATAa 3allTUTA.

Bo onHoc Ha mpariameTo anu cMeTaar JeKa T'eéHETCKOTO JIEKyBambe BO KOMOMHAIH]ja
co BU ke ro nHamamu OpojoT Ha Jyekapcku rpemaku, 80% on meHanpepure, 60% on
uctpaxyBauute u 50% ox nabopaHTHTE OJrOBOpHja Ji€Ka T'€HETCKOTO JIEKyBame BO
koMOuHanuja co BU ke ro Hamanu OpojoT Ha JIEKapCKU TPEIIKH.

Ha nocneanoro mpamiame Jaidu XymaHaTa KOHTpOJIa € alCOJYyTHO HEOINXOJHa IpH
Kopuctewme Ha BU cute ncnuTaHuim oAroBopuie aexka e norpedHa.

BosenyBamero Ha BU Bo MequiimHaTa noctaByBa ce NOBEKE €TUYKH Npalllamka, a co Toa
ce pa3BuBa eTuuka aebara u quckycuja ( 348,349) . [Ipu ucnutyBameTo Ha €TUYKUTE MTpallamka
BO BpCKa co BoBeayBamweTo Ha BU ceymire He e noOueH netaneH etndku TperMmad. Ho, Tpeba
J1a € TIOTIHOJIHO jJaCHO JieKa eIMHCTBEH €THYKH CTaB 33 Pa3IMYHUTE MEAULIMHCKY CIELINjaTHOCTH
HE € BO3MOJKHO Jla C€ BOCIIOCTaBM TaKa /1a BO JICHEIIHUTE I'€HETCKH HCIUTYBama IMOCTOjaT

CIIPOTUBHOCTH BO PA3JIMYHUATE MEAUITMHCKHA OOJACTH KaKO IITO C€ Ha MPUMEpP OHKOJIOTHjaTa,
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ncuxujarpujara, opraamonorujata u apyru (350,351) BU ru perraBa npoGiieMuTe aHAIOTHO,
HO HE EKBUBAJIECHTHO NpEeKy HMHTepdepupame, Kiacupuuupame U mpenBuayBame. Bakpara
coctojba 61 Moxkena Aa 1 0Bo3MOkU Ha BU 1a momorse Bo 3HayajHU MEIULIMHCKY aKTUBHOCTH
KaKo ILUTO C€ JMjarHOCTUIMPAETO, NMPOTHO3UPAKETO M JaBamkbe IPENopakud 3a TPETMaH.
CoBpeMmeHaTa BelITaYKa WHTEIHMIEHIMja 9YeCTO BKIydyBa MammHCKO yuyewme (MJI) xoe 6apa
rojgeMd 30MpPOBH TMOAATOLUM 32 OOpaOOTKM Ha QITOPUTMU KOM Ke pe3yiTHpaar co
IpeBUIYBambE (3a MEANLIMHCKA JIMjarH03a WK IPOrH03a), a Bp3 OCHOBA Ha FeHepalln3alluy 01
nogarouure. Ha npumep, mozen o0yyeH Ha CTOTULM pajAnorpaCKi CIMKU MOXe J1a ,,Hay4yu
Jla TH OfIpe/ier CYNITHIIHUTE JIe3uH BO Kockute. MJI e orojieH 3a OTKpuBame, HajueCTO MHOTY
O0p30, Ha 00pa3mM BO TMOAATOIM KOW C€ TPEMHOTY CJIOXKEHH, MOBEKEIMMEH3UOHAIHU W
KOMILUTUIIMpaHHU 3a Jyfero na ru pasoepar. obap npumep 3a Hanpenokot Ha BU e cucremor
AlphaFold 3a MJI, koj ja mpenBuie CTpyKTypara Ha IPEKJIONyBambe Ha MIECTOTUHH MUJIMOHU
IPOTEHHHU CaMO O/ HUBHUTE aMHHOKHCEIIMHCKU CeKBEHIH (352).
Kako u AlphaFold, romem nen ox MJI BkiTydyBa TakaHape4YeHO TAOWHCKO yueme. MoaenuTe
3a JJIAOMHCKO YY€He Ce OJIJIMKYBaaT CO BEIITaYKH HEBPOHCKU MPEXHU KOH C€ PacIopesieH! BO
IIOBEKE CKPUEHU CJIOEBU M MOJKAT J]a y4aT MHOTY CJIO’KE€HH U He JIMHEApHU CTaTUCTUYKH LIEMU
Merl'y BHeceHuTe nojatouu (353). Monenure 3a yueme CO MAIIUHCKO YUEHE KOU CE KOPUCTAT
BO MEIMIIMHATA MOXKAT J1a paboTaT Ha MOJATOIH MTOBP3aHHU CO 3/IPaBjeTO O/ Pa3IMIHU BHIIOBH,
BKJIyYyBajKM €JIEKTPOHCKU 3[paBCTBEHM KAapTOHH, CIMKH, ayIHO, MOJATOLU 3a JIEKOBH,
€JIEKTPUYHU MEAMLIMHCKU CHUTHAJIM W TE€HETCKU MOAATOLM- WJIM KOMOMHAIMM O]l TaKBHUTE
noxaronu (354).

BU nonekoram moxe na Ouje erHakBa WK Ja TH HaJMHHE MEIUIIMHCKUTE €KCIIEPH.
Ha npumep, anropuram 3a KOMIT[jyTepcka BU3Hja 00y4eH Ha MaTOJIOIKHU CJI1aj0BU o0enexaHn
0]l ekcrepTH Oeme mogodap MeTacTa3u Ha pak Ha JI0jKa BO JIMM(HUTE ja3aH Ol €KCHEepTHTE
natono3u (355). Mojenot Ha A51a00K0 y4erme ce MOoKaxa Kako €JHaKOB CO CepTU(HUIIPAHUTE
o(TarIMOJIO3l BO JIMJarHOCTUIMPAKETO Ha AujabeTuuHa peruHomaruja (356), a npyr
alropuTam 3a Jy1adoKo y4erwe T HaJIMMHA IIECT paJuoJIo3u BO 3ajjauyaTta 3a OTKPUBAKE Ha Pak
Ha Oenmute ApoOoBH Ha paguorpadcku cnuku (357). Bo merckata renomuka MJI moxe na
kinacuduuupa OoecTM CcO KOMOMHHMpame Ha TaTOJIOIIKM HH(OpPMAIK, TE€HOMCKU
UHPOpPMAIIMK ¥ MEIUIIMHCKU JO0CHeja W MOXKE IOBTOPHO Ja aHAIM3Wpa CIIydau Kajie IITO
ceylTe He € yTBpjaeHa reHercka npuunHa (358). Cenak, BU Hocu u pusuiy U MOKpeHyBa
€THYKH Tpallamka KOU € HajJo0po J1a ce UCIIUTAAT IMpeJl 1a CTaHe MOMPUCYTHA.

['enetckure amukanuu 3a BU nmokpeHnyBaaTt HEKOJIKY MOpaJIHU Ipalliamba Kou ke oujar

KOPHUCHHU TPH Pa3riielyBakbeTO Ha HEKOM €TMYKM KOHLENTH BKJIY4YyBajKu I'M KOHLIETITUTE HA
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JOOPOTBOPHOCT, HEMITETHOCT, TMOYUTYBamkbe HAa AaBTOHOMHMjaTa, IpaBla, TPAHCIAPEHTHOCT,
noBepOa, OATOBOPHOCT U MIPUBATHOCT.

Boaeuknure eTMUKM KOHLIENITH BO MEIMUMHCKaTa W ernkara Ha BU ce 3acHuBaar Ha
€THYKH MPUHLUIH, a THE O] HAjTOJIEMUOT OpOj Ha HAYYHHIIM CE CMETaaT 3a BAKHU U LIMPOKO
MPUMEHJIMBU BO MEJIMIIMHATA WM BO aKTUBHOCTUTE MOoBp3anu co BU. Tue koHuentu moxar
Jla TIOMOTHAT BO PACYyAYBAaWETO U BOACHETO KAaKO M OATOBOPHOCTUTE HA 3/pPAaBCTBEHUOT
MEePCOHA 32 €TUYKUTE JODKHOCTH MpU pabOTeHEeTO BO KIMHUKUTE WM OOJTHHUIIMTE, a TyKa
BKIIy4yBajKH 'l IM3ajHepuTe U pazBuBauute Ha BU. ETnukure npuHuumm Ha 100pOTBOPHOCT,
HEIITETHOCT, TOYUTYBAakhe Ha aBTOHOMHM]jaTa | MpaB/iaTa ce€ HajueCTO YCBOCHUTE MPUHIIHIIN 32
€THYKOTO pacydyBame BO MenaunuHaTa. OBHE NMPUHIUIM WIM HEKOja HMBHA BEp3Wja MOXeE
JIECHO Jia € MPUJIaroJaT Ha KOHTeKcTuTe Ha B renepaiHO 1 KOHKPETHO Ha BEKe CIOMEHATUTE
KOHTEKCTH Ha MenuiuHckata BU. Ha mpumep ynorpebara nHa HOB cuctem Ha BU moxe
JIeTyMHO JIa C€ OIpaBJia CO MPOMOBHUPAETO HA JOOPOTBOPHOCTA, a PEKY MOJ00pyBame Ha
KIIMHUYKaTa JrjarHo3a. Bo ucTo BpeMe HempujaBeHara yrmorpeda Ha TOj CHCTEM MOXKE Jia ce
CMeTa 3a HEMOUUTYBakhe Ha aBTOHOMUjaTa Ha MAIlMeHTOT (UK CTapaTesoT), 0apeM BO CllydanTe
KOra CHUCTEMOT € CEYIITe HEIOBOJHO TECTUpaH WIM KOra Kaj MalMeHTUTE MOCTOU MoceOHa
3arpmwxeHoctT co noreHnujanure Ha BU. Jla He 3a00paBuMe BO MMe Ha XyMaHOCTa U BO UME Ha
eZHaKBocTa anatkara 3a BU Mopa na ce ycoriiacu co NpuHIUIOT Ha MpaB/Ja Ha HA4MH Ja ce
nofoOpu TMPUCTANOT JO JHUjarHOCTUYKUTE MOXKHOCTH JIO0 3allOCTaBEHUTE TPYMU BO
3/lpaBCTBEHaTa 3alITUTA.

Ilpenopaxa: Ilomuxnysarwe na anzopummume 3a BUH co 0oeonno conemu 30upku Ha
nooamouu Ha noeeKe HUG0a (KIUHUYKU, RAMOPUIUONOUWIKU, MOJEKYIAMHU) KAKO

MONHCHOCM 34 pa36uparbe Ha 6orecmume Ha XONUCMUYKU HAYUH.
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8. IIPEIIOPAKH

Ilpenopaxa 1: 0a ce 3emam npedsud uHOUGUOYATHUME UHPOPMAYUUU CO 0271€0 HA MOA ULIO
no ceoume CYWIMUHCKU elleMeHmu ce pasiuKkyeaam o0 OCHmAHamume MeOUUUHCKU

ucmpasicyearoa, Kou 60 2ojiema mepa npunar'aam 60 obnacma Ha couujazmama ceepa.

Ilpenopaxa 1.1: /la ce 3emam npedsud unougudyainume uH@opmauuu Kou no ceoume
CYUWIMUCHKU eleMeHmu ce pa3iuKysaam 00 OCMaHamume MeOUUUHCKU UCMPANCyearsa
OuodejKu umaam UMNIUKAYUU 0CEEH 3A CE2AUIHOMO U UOHOMO 30pagje HA UCRUMAHUKOM U
Ha uienoeume Ha He2080mo cemejcmeo. Ungopmayuume moxncam oa umaam 2onemu

COUUjanHu U eKOHOMCKU ROC/1e0UUU.

Ilpenopaka 2 : Aemonomujama modxce oa ongpamu nozoaemu zpynu Ha ayre 000eKa nak
00CMOUHCMEOMO e UHOUBUOYATIEH 002080D HA OHA WIMO CAKA 2EHEMUYapom 0a 20 OmKpue

uu 1eKyea npu ceojama padoma.

Ilpenopaka 3: Yuecnuyume 60 ankemama Kou ce uzjacnuja oexa oooueaam ungopmupana
CO2/IACHOCI N0 YCMEH nam 0a ce Rpuopyycam HA OCMmaHamume YYeCHUUU Kou
coziacHocma ja oagaam no nucmeH nam, OuOejKu moa e 21a6HUOM MEXAHUIAM 3a HUGHA

3auimuma u npemcmaesyea Kanauumem co K0j ce oso3mooicyea 00Hecy8a}be Ha odﬂyku.

Ilpenopaka 3.1 /la ce 0obue u3peuna, cnecupuuna co2iacHocm 00 UCHUMAHUKOM 3a
YUecmeo 60 UCMPAl’Cy8arLemo uiu OMCmpanyearbe Ha 0ea106u 00 meaiomo 3a yeaume Ha

mpancnaamayuja

Ilpenopaxa 4: Cume poonunu 00 npe cmenen Ha UCRUMAHUKOM CO Pe1e6AHMEN 2eHEeMCKU
HA00 u Hez06a co2iacHocm mpeda O0a Oudam ynameHu Kaj 2eHemcKu COGEMHUK UU
KAUHUYKU 2eHeMmuYap KoOj uma NO3HAGANA 34 2eHEeMCKUOMm HA00 U CO008emMHUmME

nocmanyearea.

Ilpenonpaka 5: He camo 3apadu emuukume acnekmu mykKy u 3apaou MOMCHUme npasHu
KOHCEeK8eHUu nompeoOHa e zpadawuuja npu Koja HAjeUCOKOMO MeCmo 3a 3auimuma 00
MAcKuparemo Ha nooamoyume e nOmpeoHo 0a duoe 0a0eHo HA 2eHemCKO/2eHOMecKume

KaKko ucmpaoicysaroa maxka u mepaneeémcKkume 3aqbamu.

Ilpenopaka 6: Q0zoeopnomo nuye 00 duodbankama mpeoda oa 6ude eoyyupana ocooa 6o

6pcKa co nadpojanume enemenu.
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Ilpenopaxa 7: Xapmonuszayuja na 3axonodasécmeomo 3a ouooankume éo Eeponackama

3aedHuUYaq.

7.1 /la ce 600u cmemka 3a 6e3pe3epsnama co2iacHoCh 3a 3auimuma Ha npasama Oypu u 60

KoMjymepu3upanama o0padomea u KOHCMpyupareso Ha mpexcumnte.

7.2 /la ce 600u noceono 6HuManue u KOHMPOJ1a HA TUYHUME U 30PABCIEEHUME NOOAMOUU
60 00712U 6PEMEHCKU Nepuoou nopaou MoMCHUme 310ynompeodu, moa 00 NPUUUHA

w3abopasnocm®,

Ilpenopaka 8: Hawume nabopamopuu padomam OOMUHAHMHO CO2NACHO CO
MelyHapoOHume emu4Ku ynamcmea Ho Ou npenopauane u ocmanamume 0a 2u cieoam

MeryHapoOHume npasuia Ha oOHecysare (3aKoHuU, KOOeKcu, NPAGUITHUUU, KOHEEHUUU).

8.1 Ilompeono e merynapoono ycoznacysarwe na kpumepuymume na EJICH u no cooprcuna

u no ooem.

8.2 Ilpenopauysame kpumepuymume na EJICH 60 coznacnocm co merynapoonume
Ouoemuuku oOaparma 0a NOCAYHCAm KAKO OCHO6A 3a (hopmuparbe HA HAUUOHATHUME

pezynramueu Ha NEPCOHAIUIUPAHMA 2EHOMCKA MEOUUUHA.
Ilpenopaka 9: Heonxoono e nompeono oa ce npesemam HeKo0JIKy Henocpeoru YeKopu u moa
9.1 I'paderwe mocmosu nomery OCHO6HUMeE HAYKU U KTUHUYKAMA HACINAGA

9.2 I'enemukama mpebda 0a 6ude exnyyeHa KaKko 0ea 00 HACmMasHama npozpama 3a o0yKa

Ha4 HacmasHuyu, jiekapu u MeduuuHCKu cecmpu, nCUxoi103u u 0pyzu npod)ecuouaﬂuu.

9.3 Ilompebno e adxcypupare Ha 2eHemcKama HACMAGHA Npozpama 60 oOyKama HA
cnomenamume npoghecuonHanyu co KAcCKaOHa RNPAKMUKA NPU  WIMO 3HAEHEmo

3A00HCUMENHO Ke CHUZHE 00 Oeuama, podumeﬂume U onuimecmeomo 60 uejiuna.

9.4 Eoykayuja na nayuenmume 3a 2eHeMCKOMO mecmuparse Ha pazoupiue Ha4yuHn 3a oa

Moxcam 0a Oonecysaam a6mMOHOMHU 00JIYKU.
9.5 Eoykayujama na nayuenmume mopa 0a d6ude nepconanu3upana.

9.6 Hempasicysaukume uHCmumyyuu u MeOUyMcKume KOMRAHUU mpeoa oa ce cmpemam

oa obezbedam jacnu u mounu ungopmayuu 3a jasnocma.

9.7 Obpazoenume unmepeenyuu mpeoda oa ce oKycupaam Ha emuyKkume, npagHume u

couujafmume npauiarb@ HA CO6pPpemMeHama CeHemuKa.
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Ilpenopaxa 10: /{la ce Oononnam emuukume KOOeKCU U 0a um ce 0adam 3aKOHCKU npaaa.

10. 1 I'enemckume ucmpasicysaroa 0a ce 600am cnopeod Hajoodpume emuuku cmanoapou,

Hajoodpume unmepecu Ha NYUEeHMuUme U Hajcospemenume HayuHu OOKa3u.

Ilpenopaxka 11. Ilompeono e cenemcko coeemyearwe nped U nocie 2eHemMcKume

mecmupared.

Ilpenopaxa 11.1 I'enemckume cosemuuyu mpeoda oa ce odyueHu 3a 000pa NCUXOIO0UIKA
NPOYEHKA HA UCRUMAHUYUME CO Uell HA MAKCUMAIHA YCREUWIHOCH 60 MECMUPAbemo co

wimo pesyyimamume Ke 2u Onpagoaam npeszemeHune UCnumyearsd.

Ilpenopaka 12: Ceonghamno u jacno oepunupanu d6uoemuyku cmanoapou mpeoa oa ce

npumenysaam ocoodeHo 3a epeme Ha 6OHPEOHU MEOUYUHCKU COCMOjou.

Ilpenopaka 13. Hmnaukayuume 00 oobjasysaremo Ha ceKyHOApHUmMe Uau CayuajHume
Haoou mpeba O0a um Oudam OMKpUEHU HA NAYUEHMUme/yuecHume 60 NpPoyecom Ha
000usarwemo Ha CO2ACHOCH CO NOMEHUUPAre HA MOMNCHOMO 61ujaHue HA HUGHAMA
npueamuocm.

Ilpenopaxka 13.1: /la ce npugpamu npasomo na ucnumanuxom 0a 2u 3nae uiu 0a He 2u 3Hae
CEeKYHOapHume uiu UHWUOEHMHUmMe Haoou.

Ilpenopaka 13.2: Ilonyoenume pezyaimamu mpeoda 0a 6uoam HaAyUHO 6aAUOHU, NOMEPOEHU
u mpeba O0a umaam 3HAYAJHU UMRIUKAUUU 3a 30paejemo u oOaazococmojoama Ha
UCnUMAaHUKoOm.

Ilpenopaxa 13.3: Ilpouecom na uoenmuguxysare u oodjagysare Ha pe3yimamume 00
ucmpadicyearama mpeda 0a 6KIyuyea npogecuonanyu co coo0éemHa eKcnepmuia
nompeona 3a 0a my o6ezdedam Ha YUeCHUKOM 0060HO UHMEPNPEMAMUSHU UHPopmayuu
Ilpenopaka 13.4: Ilpagomo Ha noenexkysare HA CO2NACHOCMA, GKIAYYUMENHO U
YHUWImMY6arwe Ha npumepoyume 00 MKUGo u uHgopmayuume, Mopa,00KoJKy € MOHCHO, 0a
ce nouumyea u 0a dude 0en 00 eMUYKUOmM NPOUEC HA UCMPANCYEAFLEMO HA UeAUON 2EHOM.
0Osa opaso mopa 0a ce coonwimu Kako 0ei 00 NOYEMHUOM RPOYecom HaA UHPOPpMUPAHA
coz2nacnocm.

Ilpenopaxa 13.5: Kako den 00 npoyecom na co2iacHocm u emuuKume UMnIuKauyuu mpeoa
oa ce 3emam npeosud RNPAWIAHAMA NOEP3AHU CO HUAEHOGUIME HA CeMejCmeomo u
penesanmuume 2pynu u nonynayuu (06a modce oa 6Kayuyea oxpadpyearve, dapare Ha

0uc1<ycuu CO ujienoeume Ha cemejcmeomo
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Ilpenopaka 14: Co o2ned na moa wimo 60 Hawiama 3emja He NOCHMOU NPAGHA PAMKA NPU
Wimo ce KOpUucCmam yeaoCHO uiu 60 0e106U NPAGHU 3AKIYUOUU 00 PA3TUYHU 3emju Ouno oa
ce pabomu 3a 8UCOKO PA3BUEHU 3eMjU, UTIU 3eMjU 80 PA360j, NPenopadysame 3a0014cCUmento
co3oaearve HA CneyUpUUHA NPABHA PecYySIamUBa 60 Koja utmo mery opy2omo Ke ce eKiyuam
emuuKu excnepmau.

Ilpenopaka 15: Ilompebnu ce KOOpOUHUPAHU HANOPU HA NAH-E6PONCKO HUGO 3a Oa ce
0803MO0CU NPABGUYHA, HAYYHO U3OPHCAHA U ONUIMECHEEHO CUIHA ROBPAMHA UHpopMayuja
3a pe3yimamume Ha y4eCHUYUME 60 UCMPAHCYEAILEMO.

Ilpenopaka 15.1: Iloconema copabomka Ha eeponcKume ucmpaix3cyeaiu, puHancuepu Ha
ucmpadicyearve, UCMpaycyeauKku u 30pagCmeeHu UHCMUmMyyuu, MeOUYUHCKU Opyumea u
NpMCMAgHUUU HA 3ae0HUYama 3a 0a pazeujam Hajoodpa XapMOHUZUPAHU HAjOOOPU
€8PDONCKU NPAKMUKU 34 HOGPAMHU UHGOpMauyuu 3a pe3yrimamume 00 2eHeMCKUMme
UCMPAIICyBarba HA YYECHUYUME 60 UCIPAIICYEAILEMO.

Ilpenopaka 15.2: 3emajku 2u npedeud cneyugukume nHa Hawiama OprHcasa NOMpeoHo e
Kpeuparse HA NPAGHA PAMKA 3d ROBPAMHU UHGOPpMAYUU 3a Pe3y/Imamume HA yUeCHUyUme
60 UCIMPACYBAILEMO.

Ilpenopaka 16: Heonxoono e nocmoerse Ha 3aKOHCKA pezyilamueéa 3a HPUCMAN KOH
000uenume nOOAmMoOyU 00 2eHemcKume UCmpa;cy8ara U MeOUYUHCKUmMe U 2eHemcKume
JIeKyearsa.

Ilpenopaka 17: Cekynoapnume nHaoou 00 2eHemcKoOmo mecmuparse mpeda 0a um ce oaoam
Ha nayuenmume/UcnumManuyume co HUGHA NPMXOOHO ROMNUMAHA CO2TIACHOCHL.
Ilpenopaxa 18: Iloceono 6u npenopauane u cmemame 0eKa e emMuyuKU UMNEPAMUE AKO
0obuenHume UHYUOCHMHU pe3yImamu ce MOYHU, UHMEPNPemaduInu u MeOUYUHCKU
nosp3anu co 30pasjemo u 01a20cocmojoama Ha YYEeCHUKOM 60 UCHPAINCYEAIbEMO
UHUUOCHmMAIHUmMe HAoou 0a ce dadam OudejKu moxcam 0a 20 cnacam He2o6UON HCUGOm U
HCUGOMOM HA UIIEHOBUME HA CEMEJCIEOMO CO KOj € UCRUMAHUKOM 2eHEmMCKU NOGP3aH.
Ilpenopaxa 19: Jlabopamopuume oa ce pakogooam cnopeo MeryHapooHu cmamoapou u
npakmuku ce 0o0eKa He ce 60CHOCHMAGU NPAGHA PEYNaAmuea 3a 3eMarbe, 4Uyearbe U
Kopucmerse HA OUOOWMKUOM Mamepuja.

Ilpenopaxa 20: /lonecysame na npagna pecyramuea Koja Ke ouoe oen 00 ceKkojoHesHama
paooma.

Ilpenopaka 21: Ilponopuyuonanno yuecmeo u nPONOPUUOHATHU RPUOOOUGKU 00

ucmpaoicyearbama.
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Ilpenopaka 21.1: Xapmonuzupanu cmpamecuu 3a nospamuume uHgpopmayuu 00
UCmpadicy8auKu npoeKmu He3aeucHo 00 HUGHAmMa 2eozpaghcka noxKanuzayuja.

Ilpenopaka 22: @opmuparse na 3aKOHCKa pe2yiamued 3a 2eHemcKo co8emyeaniuuinme Koe
Ke dude cocmageno 00 KOMREeMeHMHU 2eHEeMCKU CO8EMHULU.

Ilpenopaxa 23: Hempasicysauume mpebda oa oopedam Kou mecmosu Ke Ouoam noHyoeHu
KaKo cmanoap0 HA HUGHUME NPAKMUKU MAKA 0a KOAKYy MOJKYy ce YHuuyupaam
cmpamezuume 3a CIUYHU MeCMUparsa.

Ilpenopaxa 23.1: Illmo ce oonocysa 3a onmumu3zayujama Ha onyuume 3a esaayauuja u
MeOUYUHCKA He2a NOMPEDHO € HABPEMEHO COONUIMYEArye HA Pe3yimanmume.

Ilpenopaka 23.2: Ilayuenmume mpeba oOa oOudam HAGPEMEHO UHPOPMUPAHU OeKa
2EHEMCKOmO mecmuparse moice 04 e1ujae U Ha4 npemMuume 3a OCuzypysare ouio oa e moa
HCUGOMHO UNU O0I2OPOYUHO.

Ilpenopaka 23.3: Jlokonky cememckomo mecmupare OmKpue KIUHUYKU 3HAYAJHU
Mymayuu co Hacle0eH NOMmeHYujanl ucnumanuyume mpeda o0a ce oxpadpam oa 2u
cnooenam pe3yimamume co 4ieHO8UME HA CEMEJCIMBOMO KOU Ce U3I0HCEHU HA PUSUK.
Ilpenopaxka 23.4: Ako ucmpayxcysauom Hema NOmMpPeOHO 3HAeEIwe WU EeKCRnePpMmu3d 60
2EHemuKama 3a c0006emMHO 0d 20 CO6emy6a NAyUueHmom mpeoda 0a 20 ynamu 00 2eHemcKu
COBEMHUK UNU 6UCOKO OugpepeHyupan cneyujaiucm 6o odaacma 00 Koja ce 0odueHu
pe3ynmamume.

Ilpenopaka 24: Ilomukuygarwe na anzopummume 3a BUH co 0oeonno zonemu 30upku na
nooamouu Ha noeeKe HUeoa (KIUHUYKU, RAMOPUIUONOWIKU, MOIEKYIAMHU) KAKO

MOHCHOCH 34 pa36upafbe Ha Dorecmume Ha XOAUCMUYKU HAYUH.
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9. BAKJIYUYOK

Hamure nabopaTtopuu Tv moceayBaaT MEXaHU3MHUTE 3a 3alITHTa Ha JOCTOMHCTBOTO,
HE3JI00HOCT, JTOOPOTBOPHOCT, aBTOHOMHja W TMpaBlna. Bo moriex Ha odpoicysaremo Ha
0osepausocma Ha pesyimamume TITO CE W3JaBaaT HA MALUMEHTUTE BO IOTOJEM MPOIECHT
1abopaTOpUUTE HE CE€ COOYMJIE CO NPEAM3BHUIM, a TOA YKaKyBa Ha BHCOKO €THYKO H
npoeCHOHATHO OJHECYBamke IPU HUBHOTO paboreme. Hammrte nabopatopum paborar
JIOMUHAHTHO COTJIACHO CO MEI'YHApOJHUTE CTUYKH YIATCTBA (3aKOHH, KOJICKCH, TIPABUITHUIIH,
KOHBEHIIUN) 60 OMCYCME0 HA HAYUOHAIHO Npago 3a Konkpemuama obnacm. OAroBopuTe HA
UCTIUTAHUIINTE 332 HEMOCTOCHETO Ha IMpaBHA PETyJaTHBAa 3a BKIYYyBame HA EKCIEPTH O]l
o0Jiacta Ha €THKaTa 3a MPUTOTBYBALE HA PEIICBAHTHU JIOKYMEHTH U MOJYJIH 32 HH(pOpPMHUpaHa
COIJIACHOCT, 32 JIaBamkhe¢ Ha HAOJIUTE O] FTCHETCKUTE TECTUPakbha, 32 HAUYMHUTE Ha TPUCTAIl KOH
JNOOMEHNTE TIOJATOIH OJf TCHETCKUTE UCTPAKyBakha U TeHETCKUTE JIEKyBamba, 32 YyBambETO Ha
TeHETCKMOT MaTepujall yKaKyBa Ha HoTpebda O]l BOCIIOCTaBYyBam€¢ HAa HALMOHAIHA IPaBHA
paMka. McnuTaHuIuTe cMeTaar Jieka MHTerpamnujata Ha BM BO TeHETCKOTO TecTHpame U
UCTpaKyBambara HYIU PEBOJYIHMOHEPHH MOXKHOCTH 3a MON0OpyBamke Ha 3JpaBCTBEHATA
3alITHTA HA MAIMEHTUTE U HaMaTyBamke Ha OPOjOT Ha JIEKAPCKH T'PEIIKH.

['maBHM 3aKiy4olld KOW MITO OW MPOM3JIEryie O]l TUCKyTHpaHaTa maTepuja Ou Ouse
CJICJIHUTE:!

1. ®opmupame Ha LEHTPAIU3UPAHO TEHETCKO COBETYBAIMIITE OJ KOe IITO Ke
npousne3ar oljacHyBama pa3OMpiIUBU 3a NAlMEHTUTE KOM c€ Jauld BO obiacra Ha
MenunuHata. Toa O] MpUYMHA IITO € HEONXOJHO Ja Ce W3BPIIM exyKamHja MoceOHO 3a
MAIMeHTUTEe, YYECHUIINTE BO UCTPaXKyBamara, a OCHOBHA IIe)l € JoOpOOUTTa Ha MAIIUEHTHUTE.
['eHeTcKHTE COBETHMLIM € MOTPEOHO Ja MMaaT rojieMo MO3HaBame OJ] MaTepujaTa, HO U Ja
Mperno3HaBaaT KO€ HHUBO Ha 3HACHE IO HMMaaT MalMeHTHTe W HAYUHOT Ha HETOBOTO
NPE3CHTUPABE TIPE] Ce 32 UCIHTAHWINTE, HO M 3a pa3IMYHUTE HUBOA HA HCTPaKyBayH.
['eHEeTCKOTO COBETYBAJUINTE, MO HAIle MHCICHE, € MOTpeOHO na Ouje CTEerneHyBaHO, HO
HCTOBPEMEHO U CIIEIMjaTU3UPaHO 3a MOeANHU 00JacTu. [ eHeTCKOTO coBeTyBanuIITe Tpeda aa
OuJie cocTaBeHO 0/1 I0BOJIEH OpOoj Ha CyTCIeHjalTu3uPaHu UCTPAXKyBayuH LITO OJ1 Ipyra cTpaHa
3HA4YM JIeKa HUBHUOT OpOj € JOBOJICH Jla OJTOBOPH HAa PA3IMYHHUTE BUIOBH Ha TEHETCKU
UCTINTYBama. TeHCHIINjaTa TEHETCKOTO COBETYBAIMIITE Ja OHJIE COCTABEHO O] MUHHMAJICH
Opoj Ha COBETHUIIM HOCH TOJIeM Opoj Ha OMACHOCTH Ja HE TH 3aJ0BOJIM O0JEKTHMBHO CHUTE
noTpeOM Ha TeHeTHYapuTe MHCTpaxyBaud. Bo cekoj cnyuwaj, mnpeayiaraMe TIeHETCKOTO

COBCTYBAJIMIITC HOMefy OCTaHaToToO aa 61/1216 CTaBCHO BO IIpaBHA paMKa.
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2. Kora Beke ja cmoMeHaBME IpaBHATa paMKa MOXXEOHM Taa € yITe MonoTrpedHa mpu
(bopMHpamEeTO U OJIPIKYBAkHETO HA OMOOAHKUTE KAKO CIEACH YEKOP BO KOMILICTHPAKETO Ha
TCHETCKUTE UCTPaKyBama. TyKka cekako Tpeba Ja ce pa3MHCIyBa 3a HAYMHHTE HA 3EMarbe,
,»KOH3epBUpaWmE™, BpeMETpacwkhe, HAYMHM Ha pa3MEHa Ha MaTepujalid CO JIOMAITHHUTE
UCTpaXKyBauu, a MoceOHO Mpu MeryHapoaHaTa pa3MmeHa. Kora 30opyBame 3a MeryHapogHaTa
pasMeHa MOTpeOHO € J1a ce pa3MUCIyBa U CEKaKo Jla ce MPHUAPKyBaMe KOH €IHAKBOCTa Mery
HalllaTa 3eMja U CTPAHCKHTE MCTPaXXyBayl W HMCTPa)KyBama 3apajid W Tpej Ce 3allThTa Ha
JIOCTOMHCTBOTO HA JIOMAITHOTO HAaCEJICHHUE.

3. On mpeTxogHO [aJeHUTE JBE TNPENOpaKH 3a IOCTOCHE Ha TEHETCKH KOPUCHH
MHCTUTYLIUU Tpeba Ja Mpou3Iie3e 3aKOHOIaBEH CHCTEM COJIP)KaH BO CHHTETU3UPAHU 3aKOHUIIH,
OJTHOCHO OHA IITO BO CYIITHHA € CPIIEBUHATA HA TCHETCKUTE MCTPAXKyBarba, a TOA CE CTHUKA,

npaBo u courjanau umioukanuu (EJICH).
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11. IPHJIO3U
AHKETEH ITPAITAJIHUK -1

»KOMIIAPATUBHA AHAJIM3A HA ETUYKUTE INIPABHUJIA U HACOKH BO
MOJIEKYJIAPHO-TEHETCKUTE NCTPAXKYBAIbA*

1.I10JI

O Mariku

O XKencku

2. BO3PACT
0 20-30

0 31-40

0 41-50

O 51- 60

0 >60

3. HUBO HA OBPA3OBAHMUE
O Cpenno

O Bucoxko

O JloxTop Ha HayKH

4. KOJA E BAIIATA MOMEHTAJIHA VYJIOT'A BO JIABOPATOPUJATA 3A
MOJIEKYJIAPHA TEHETUKA?

O JlabopanT
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O Hctpaxysau

O Menanyep

5. KOJIKY 'OJAUHU NHCKYCTBO UMATE BO MOJIEKYJIAPHATA T’EHETUKA?
0 0-5

0 6-10

0 11-20

0 21-30

0>31

6. JAJIM MUCJIUTE JEKA MOJIEKYJJAPHOTO I'EHETCKO UCTPAXKYBAIBE
INPETCTABYBA YHUKATEH ETUYKH IIPEJIU3BUK BO OJHOC HA JPYI'MTE
NCTPAXKYBAIbA?

O la
O He

7. JAJIM BAIIATA JJABOPATOPHUJA UMA ITPOTOKOJIM 3A JJA CE OBE3BE/ I
JOCTOHUHCTBOTO HA ITAIIMEHTOT?

O la
O He

O He cy™m curypen/a

8. KAKO CE JOBUBA HNH®OPMHUPAHA COI'JTACHOCT BO BANIIATA
JIABOPATOPUJA 3A TEHETCKO TECTHUPAIBE WM YYECTBO BO
NCTPAXYBAIBE?

O JIuyHO CcO MUCMEHA COTIIACHOCT
O VYcHa cortacHOCT

O JluruTaiiHa COTIACHOCT MPEKY eIEKTPOHCKA IiaTgopma
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O He 31am

9. JAJIM BAIIATA JIABOPATOPUJA HEKOI'Alll CE COOYUJIA CO
MMPEAN3BUIIN BO OAPXKYBAILETO HA JOBEPJIMBOCTA HA 'EHETCKHUTE
NHO®OPMALIUN?

O la
O He

10. KAKO I'1 JOCTABYBATE PE3VYJITATUTE O 'EHETCKUTE TECTOBH HA
ITAIIMEHTHUTE Ol BAIIATA JIABOPATOPHUJA?

O IMPEeKTHO, TUYHO

O Ilpeky e-maun

O TenedoHcku

O Ilexy oBnacTeH g0CTaByBad

O Hpyro

11. JAJIM BAITATA JIABOPATOPHUJA UMA OBJIACTEHO JIMIE 3A KOHTAKT
CO UCIIUTAHUKOT?

O la
O He

12. KOJ CUCTEM I'O KOPUCTHU BAIIATA JJABOPATOPHUJA 3A YYBAIBE HA
I'EHETCKUTE NIOJATOIMA U 3AIINCH?

O basa na mogaronu
O Bo ¢opma Ha xapTHja
O He 3unam

13 JAJIM TPAKTUKATA HA BAIIATA JIABOPATOPUJA E I10/] BJIMJAHUE HA
MEI'YHAPOJHUTE ETUUKH YIIATCTBA?

O la
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O Camo BO 0JIpe/ICHH CErMEHTH Ha padOTEHETO

O Boorro He

14. JAJIM TEPBA JA MHWMA EJAYKAIMJA HA HACEJIEHHETO 3A
MOJIEKYJIAPHOTO 'EHETCKO TECTHUPAILE?

O la
O He

15. JAJIU TPEBA JA UMA NIOJOBPO PEITABAILE HA ETUYKUTE ITPAIITAIHBA
BO MOJIEKYJIAPHATA 'EHETUKA?

O la
O He

16. JAJIM BAIIATA JIABOPATOPUJA HY/IU INOJAPHIKA UJIN COBETYBAIBE
3A° HAIDMEHTH KOHM TIPUMAAT BO3HEMHWPYBAYU T'EHOMCKHU
NHO®OPMALIUN?

O la
O He

17. BO CJIYYAJ HA T'VIOBAJIHA 3IPABCTBEHA 3AKAHA, JAJIA I'PH/KUTE 3A
JABHOTO 3IPABJE TPEBA JJA I'M HAIMUHAT CTAHIAPJIHUTE ETHYKH
IMPAKTUKU?

O Cexkoraiu
O Ilouekoram
O Huxoraiu

O He 31am
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AHKETEH ITPAIIAJIHUK - 2

»PEI'YJIATOPHH NNPEINU3BUIIN N TIPUMEHA  HA BEIITAYKA
HUHTEJMI'EHIINJA BO TEHETCKUTE HCTPAXKYBAIbA*

1. HA KOJA PABOTHA NO3HUI[UJA CE HAOI'ATE?

O JlabopanT
O UcrpaxyBau

O Menanyep

2. KOJIKY 'OAUHHU UMATE PABOTHO UCKYCTBO?
0 0-5

0O 6-10

O 11-20

0O 21-30

0>31

3. JAJIM CMETATE JEKA CEI'AIIHATA ®OPMYJIAIIMJA HA COAPKUHATA
HA NTHOPOPMHUPAHATA COI'JTACHOCT E JOBOJIHA 3A CET'AIIHOTO HUBO
HATEHETCKOTO TECTUPAIBE?

O la
O He

O He 31am

260



4. JAJIM ITIOCTOU ITPABHA PAMKA 3A BKIIYUYBAIBE HA EKCIIEPTH O[]
OBJACTA HA ETUKATA 3A IIPUTOTBYBAIBE HA PEJIEBAHTHU
JOKYMEHTH U MOJAYJIM HA COT'JIACHOCT?

O la
O He

O He 31am

5. JAJIM TIOCTOU ITPABHA PEI'YJIATHUBA 3A JABAIBE HA HAOJIUTE OJ
I'EHETCKUTE TECTUPAIBA/UCTPAXKYBAIbA HA UICIIMTAHULIUTE?

O la
O He

O He 31am

6. JAJIM TIOCTOU IIPABHA PAMKA 3A HAYUHUTE 3A ITPUCTAIlI KOH
JOBUEHHUTE TIOJATOIIM OJ TEHETCKHUTE HMCTPAXKYBAIbA U
I'EHETCKUTE JIEKYBAIA?

O la
O He

O He 31am

7. JAJIM CMETATE JEKA CEKYHIAPHUTE HAOAU JOBUEHH CO HOBUTE
CEKBEHIHMOHUPAYKN TEXHOJIOT'MU TPEBA JA CE JAJAT HA
MNAIIMEHTUTE / ICIMTAHULIUTE?

O la
O He

O He 31am

8. JAJIM CMETATE JEKA CHIYYAJHUTE HAOJIU JOBUEHU CO HOBUTE
CEKBEHIHUOHUPAYKHN TEXHOJIOT'MU TPEBA JA CE JAJAT HA
IMAIMEHTUTE/ UHICIIMTAHUIUTE?
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O la
O He

O He 31am

9. JAJIM CE INIOYUTYBA BOJIJATA U INPABOTO HA NOEIUMHENOT JA
oJIYyun JAJIM JA BUAE UH®OPMHUPAH WJIN HE 3A PE3YJITATHUTE U
NOCHEAUIUTE O 'EHETCKOTO TECTHUPAIBE?

O la
O He

O He 31am

10. JAJIM ITOCTOU 3AKOH 3A HYBAIBE HA TEHETCKHU MATEPUJAJI JOBUEH
INPUTEHETCKUTE UCTPAXKYBAIA WU I'EHETCKUTE JIEKYBAIbA?

O la
O He

O He 31am

11.JAJIX IIOCTOU 3AKOHCKA PAMKA 3A BPEMETPAEIBETO HA YYBAIBETO
HA TEHETCKUTE IIOJATOLA?

O la
O He

O He 31am

12. JAJM TIOCTOM THPABHA PAMKA 3A TPAHCHOAPEHTHOCT WM
JIOBEPJIUBOCT BO CJOYYAJ HA COBUPAILE, CKJIAJTUPAILE U YYBAILE HA
MOJATOLINA?

O la

O He
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O He 31am

13. JAJIX ITIOCTOU ITPABHA PAMKA 3A OBE3BEJYBAIBE HA IEJIOCHATA
SAIITUTA HA IOJATOLHUTE?

O la
O He

O He 31am

14. TAJIA TMOCTOU HAJ30P HA BE3BEJHOCTA IPU NMPEHECYBAILE HA
MOJATOLIUTE HAJBOP O] 3EMJATA?

O la

O He

O He 3Ham

15. JAJIM ITIOCTOU 3AKOH 3A T’EHETCKO COBETYBAJIMUITE?
O la

O He

O He 3Ham

16. JAJIM UMA TEHETCKHN COBETHHUIIA BO PC MAKEJIOHUJA?
O la

O Hema

O He 31am

17. JOKOJIKY UMA TEHETCKH COBETHHULU KOJIKY CE HA BPOJ BO
BAIIIATA JJABOPATOPHUJA?

O Hema

O1-5
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0O 6-10
0>10

O He 31am

18. JAJIM TEHOMCKATA MEIUIIUHA BO KOMBUHAIINJA CO BEHLITAYKATA
UHTEJMI'EHIIMJA (BU) HMAAT TIOTEHIMJAJT JA JA IOAOBPAT
3JPABCTBEHATA 3AIITUTA HA HAIIUEHTHUTE ?

O la
O He

O He 31am

19.JAJIM CMETATE JEKA 'EHETCKOTO JIEKYBAIbE BO KOMBUHAILIUMJA CO
BH KE 'O HAMAJIA BPOJOT HA JIEKAPCKH! I'PEIIIKHA?

O la
O He

O He 31am

20. JAJIM CMETATE JEKA XYMAHATA KOHTPOJIA E AIICOJYTHO
HEOIIXOJAHA TP KOPUCTEIE HA BU?

O la
O He

O He 31am
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