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Abstract

The present article addresses the reproductive choices of parents who already have a child with
cognitive disability. The analysis is based on 20 semi-structured interviews with parents, which
are interpreted through concepts from the fields of bioethics, ethics of care, and disability
studies. The article aims to outline certain ethical dilemmas and moral filters in the decision-
making process. The reasons (not) to have another child are contextualized within parental
perspectives on them concepts of genetic risk, social aid and exclusion, good parenthood, and,
ultimately, good life. A conclusion is reached that the possible choices, projected between
unrestricted reproductive freedom and parental duty to each of the existing and future children,

find their moral reasoning in the ethics of care and “the commands of love” (Frankfurt, 2004:
29).

Key words: reproductive choices, parents of children with cognitive disabilities, ethics of care,
freedom and duty, love and good life

Konuenryanna pamka

HesaBucrumMo oT HHTEpIIpETaTUBHUS XOPU30HT, B KOMTO CE IMOJaraT penpoayKTUBHUTE
n300pH, Te UMaT MOTEeHIHAIa Aa (TIpe)aeuHupaT cCMUCIIOBaTa paMKa Ha YOBEITKAaTa CUTYyaIlus
M TIepCOHATHATa WJECHTUYHOCT Ha BBHBIICUECHUTE B TAX. 3a HAKOW aBTOPH Te3W W300pH ca
ouonornuno npepomnpeneneHu (Lenman, 2004: 325) u crnemoBaTenHO HE ce HYKAASIT OT
panMoHaU3aIiK, WIK TPYIHO ce moiaBar Ha ananu3 (Meyers, 2001: 752; Overall, 2012: 2).
Cnopen Jlopu An Ilon Hampumep pemieHHMETO AaJid Ja UMall JETe WM HE € BCHUIHOCT

UPAIMOHATHO, 3alI0TO MPE/Iioiara OTTOBOP Ha BBIIPOCA KaKBO OM OHMIIO J]a CH POIMTEI, a TON
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€ HeBB3MOXeH 0e3 ompenencHo 3Hanwe (Paul, 2015). Bmwkmanero M JOKOCBaHETO Ha
HOBOPOJIEHOTO € ENUCTEMOJIOTUYHO YHUKAJIEH U IIpeoOpasyBall cyoeKTa OIuT.

Koraro obaye ponuTensT Beue MMa JETE U TO € C yBpEeXKIaHE, HErOBUTE ObACUIH
PENpOIYKTUBHU pEIIeHHs] HEU30€XKHO ca MOBJIUSHM OT MUHAJI M HACTOSIL OIMT, CBBP3aH C
Hero. Toil yuacTBa B oIlpeJesIIHETO Ha TEXHUTE PALMOHAIHU U €MOLIMOHAIIHY, BKIIOUUTEIHO
MopaJHu TpaHunu. M300pbT [a MMalml WM Aa HAMAall APYro JAETE Ce MPOCKTHpa MEXITY
IIPEICTaBUTE 3a PENpONYKTHMBHA CBOOOAA M ABII, KOUTO CE€ CHABPKAT B POAUTEICKUTE
pemieHust ¥ npakTUkU. Jlanm obade cBobomaTta W IBArBT ONPENENAT H3LSI0 €THYECKUs
,CYOCTpaT® Ha TO3U ONUT, WJIM B HEr0 UMa U IPYTd MOPAJIHU M M3BBHMOPAJIHU HOPMATUBHU
npumecu?

AKO pasriiexaaMe penpoayKTHBHUTE M300pU KaTo >KU3HEHOBAXXHU 3a OINpEAE]ICHU
cyOekTu, B mepcnektuBata Ha ¢unocoda Xapu DpankdbpT Te 6uxa OWIM OTHOCUMHU KBM
ChABPKAHMETO HA MOHATHETO 3a TIprka/3arpmwikeHoct (care about). To Ha cBoil pen
Ipejrosara He 00IOBAIMIHA MOPAJIHA ABJKUMOCT, a ,,AHTEIPUTET U KOHCUCTEHTHOCT OT I10-
nudeH xapakrtep®. ToBa, KOETO € OT Hai-rosiMa BaKHOCT 3a TeO, TOBa, 32 KOETO Te € rpuxKa
Hail-MHOro, Haco4yBa TBOWUTE M300pU M 3a/laBa WACHTUYHOCTTA TH. ,,DaKThT, 4e HAKOU IO €
IpUKa 3a Helllo, ce onpeaess oT LI Habop OT KOTHUTUBHHU, a)eKTUBHH M BOJIEBU Harjacu u
cberosiHuA ™ (Frankfurt 1982: 262). 3arpukeHoctra npeanosiara OTAaBaHe, OCBETEHOCT Ha
rpuXxara, KoATo €IHOBPEMEHHO IPUBBP3Ba KbM CBOSI 00EKT — U CJIEI0BATEIIHO 3abJIKaBa — U
0CcBOOOXKaBa 3arpyKeHHUs (32 HAKOTO WM Hemlo). B 3arpwkBaHeTo HUE cMe OTJa/leHU Ha
MHTEPECUTE U HY>KJUTE Ha IPYTHUs, C KOTOTO ce UeHTU(UIpame, U Iapa0KCalHO TOCTUTaMe
cebe cu B ce0COTPHUIIAaHUETO.

Maxkap @paHKQbpT J1a HE OTXBBPJIS 3HAYEHUETO HAa MOpajia KaTo MOTUB 3a JIEHCTBUE,
JlaBall] MPaKTHYECKU OTTOBOPH Ha BBIIPOCA KaK Jja )KHMBEEM, TOM BCe MakK CUUTA, Ye 3HAYCHUETO
My He cneaBa na ce HaauensBa (Frankfurt, 2004: 6). B Tasu Teopus Ha mpakTUyeckaTa
PaIMOHATHOCT MOPAIBT C€ Pa3MO3HABa €IMHCTBEHO KaTo HAOOp OT YHUBEPCAIHU MPHUHIIUIN
Ha JBJDKUMO IMOBEACHUE, PEryJupalld OTHOUIEHUSTAa HU C Jpyrure. 3a paziauka OT Mopaa,
rpukara 1 Jiro0oBTa (,,0c00€HO 3HaYMMa pa3HOBUIHOCT Ha rpmwkata’ — Frankfurt, 2004: 11) ca
,,CBIITHOCTHO OCHOBOIIOJIArallly KaTo JeHHOCT, KOSITO HU CBbP3Ba U 0OBBP3Ba KbM CaMHUTE Hac™
(Ibid: 26), mpuiaBa cMHCHJ M 3HAYUMOCT Ha JieiicTBUATa HU. ['pukara ce ,,ipuKpenBa“ KbM

T.Hap. xenanus ot no-pucir pex (higher-order desires), sxenanus OTHOCHO kenanusTa. Te Ha
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CBOH pen m3passiBaT pedUIeKCHBHOCTTA HA YOBCIIKHUS pa3yM M CIIOCOOHOCTTAa Ha YOBEKa Jia
MOTHBHUpA JACUCTBUATA CH, KATO ONPEIEIsl KOM CBOU JKEJIaHUS MCKa JIa Ma, M KOM UCKa Jja HsMa
(Ibid: 15 - 21).

Makap u pa3nosnoxeHa B KOHTEKCTa Ha pa3anyHa Guirocodcka Tpaaunus, KOHICTIIHATA
Ha Henm Hoauure 3a rpmkara € choTHOCHMMA ¢ Tasu Ha Xapu Ppaukdspt [1]. 3a Hoaunre
rpukara chIlo € GyHJaMEHTAIHA PEaTHOCT Ha YOBEIIKATa €K3UCTEHIUS U CHIIO HE C€ KOPEHU
B paIMOHAJIHOCTTa M HOPMaTUBHATA €TUKA, HO 3a (heMHHHUCTKATa (riocoka Ts Bce Mak uMa
YHHUBEPCAITHO €TUYECKO 3HaYECHHE. Y HUBEPCAJIHO € CaMOTO I'PH)KOBHO OTHOLIEHUE, OCHOBAHO
BBPXY CIIOMEHA 3a IOJTy4eHa WM OTJa/IeHa TPHXKa,  TO € B ChPIIEBUHATA HA BCSIKO BH3MOYKHO
€THYECKO TOBEICHNUE: ,,HalllaTa CKJIIOHHOCT M MHTEPEC KbM MOpaJia MPOU3TUYAT OT rprKara
(Noddings, 2002: 83). C ues e cBbp3aHa camaTa HH IpejcTaBa 3a qo0poTta: ,,Tasu go0pora e
MOYyBCTBAHA U TS HampaBisiBa MucieHeTo HU uMunuuTHO (Ibid: 49). ETukara na rpuxkara
Ha Homunrc, Bammampama KOHKPETHOTO, IapTUKYJapHOTO, EMOLMOHAIHOTO, H3HCKBa
BCCOTAIHOCT, IBJIHO MoTarsHe (engrossment) B peanHoctTa Ha oOrpwksanus (cared-for),
KOETO TPaHC(HOPMHUPA/OTMECTBA MHIUBH Ty aTHATA UICHTHYHOCT Ha TpIKeIus ce (One-caring).
C nymute Ha Honmunrce: ,,Camata MU MHIUBHIYaITHOCT C€ ONpEess B HA0Op OT OTHOLICHUSI.
ToBa e mosTa 6a3ucHa peanHocT. T4 e ToTanHO OTaBaHe Ha cebe Cu 3a IpyrHsl, MPOobhKaBalla
TpaHcpopMalis Ha MHAMBH/IA B IyaJIHOCT U B HOB MHAMBHU B HoBa qyanHoct™ (Ibid: 61). U 3a
Homunre, u 3a @pankbpT OTHOIICHUATA HA TPIDKA Ce TIPOSKTHPAT Ha JIB€ HUBA: 0a30BOTO —
Ha BPOJIEHUTE, ,,6CTECTBEHH * CKJIOHHOCTH, YyBCTBA U KEJIaHHUS, BbPXY KOETO Ce HaJrpaxkaa
ernueckuaT (npu Homunrc) w/mnu pednexcuBen ruiact (npu PpankdbpT) Ha rpuxara u
JI000BTA.

B nonob6en ,,iBoeH KiIHOY criope MEH MOXKE Ja C€ aHalu3upa M poAUTeNIcKaTa
3arprUKEHOCT 3a €BEHTYAIHO CJIE/IBALIO JIeTe, KOraTo POAMTENAT Bede 1oJiara rpuxa 3a Apyro
CBOE JIeTe U TO € ¢ yBpexaaHe. JKenaHueTo 3a JieTe 3a/1aBa AbJAroOCpOUYeH MPOEKT 3a rpuxka. B
TO3W CMHCHIJ M3CIIEABAHETO c€ (POKYCHpa BBPXY ,,eJHH BaKEH U 4eCTO MpeHeOperBaH acieKT
Ha PENPOAYKIIMATA, @ UMEHHO, Y€ TSI € CaMO eTall, MaKap M )XKU3HEHO Ba)KEH €Tall, OT 3HaYnMa,
IBIATOTpaiiHa U MOCTOSIHHO MPOMEHSIA ce B3auMOBpbB3Ka MexAy poauten u aere” (Gibson,
1995: 237). CnopensHata TyK XHUIOTe3a €, 4e PENpOAYKTUBHUTE H300pH ce MOJEIUpar
KOMIUIEKCHO OT COLIMO-KYJITYPHU M MEIUKO-TICUXOJOTHYECKH (PaKTOPH, KOUTO MOJJIeKAT Ha

npegopmaTipaHe B OINpeleeHa eTHYecKa paMKa — B Hesl Te OuBaT BIMCAaHU OT CAMUTE
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PECIOHACHTH, C pa3yHa CTENEH Ha pedUIeKCUBHOCT. Ta3u eTMuecka paMka € HenzOeKHa,
KOTaTo ce B3MMa PELICHUE 3a Ch3/1aBaHE HA YOBEIIKO ChIECTBO, O6e3 To aa e mutano (Overall,
2012: 5).

LlenTa Ha M3CIENBAHETO € Ja U3SBU MOPAIHUTE ,,GHITPU B Mpolieca Ha B3UMaHEe Ha
peLIeHUs] OT POJUTENUTE Al Ja UMaT JAPYyro JAeTe, U TeXHUTe eThdecku awiemu. [lo To3n
Ha4YWH CC THPCAT OTTOBOPHU HA BBIIPOCHUTC: HOKOJIKO MCAUIUHCKUAT MOACI Ha YBPCIKIAHCTO
peryimpa poauTCIICKUA OIMUT U OYaKBaHUsA, PCCIICKTUBHO KaK C€ OCMUCIII FTCHCTUYHHUAT PUCK,
KBbE€TO TOW chuiecTBYBa? KakBu ca eTHyeckuTe OCHOBaHMS M TPAaHUIM HA CBOOOjAaTa Ha
POAUTENCKUS M300p, U KAKBH — MPOCKIIMUTE HA POJUTENICKUS JBJIT KbM HACTOSIIOTO U KBbM
€BEHTYyaJIHO ObJelo Aete? Y IbpKa JIu ce U JOKOJIKO OalaHChT MEXY CTPAaxOBE M HAACKIU
3a OBJCIIETO M KaK CE BIKCBAT B TSIX CTUTMHTE, COIIMATHATA ITOKpENa, MOJeIUTe Ha 100pOTO
POAMTEINICTBO U B KpaifHa CMETKa — Ha T0OpUS )KUBOT?

OtroBopuTe Ha TE€3M BBIPOCH CE THPCAT C IMOMOIITA HA KOHIEMIMH OT IOJETO Ha
MopaiiHaTa ¢uinocopuss U OMoeTHKaTa, €TUKaTa Ha TpKaTa U HAa POJUTEICTBOTO, KAKTO M
u3cieiBanusATa Ha yBpexxkaaneto (disability studies). EMnupuyHuAT miiactT Ha M3CIEIBAHETO
BKII0ouBa 20 MOJYCTPYKTYpHpaHU WHTEPBIOTA (IPOBEACHU MO TesieOH WM 4pe3 OHJIalH
w1at¢opMu) ¢ MalKM Ha Jiena ¢ yBpexaanus: 8 cbc Cunapom Ha JlayH, 7 ¢ netcka nepeOpaiHa
napanuza ([ALII), 3 ¢ pascrpoiicTBa OT ayTMCTUYHUS CHEKThp, 1 ¢ xuaponedamus u 1 ¢
nuciekcus [2]. Umenara Ha pecrioHACHTUTE ca MPOMEHEHH C 11e1 aHOHUMU3UpaHe. Makap u ¢
pas3IuyeH MEIUIMHCKU PO, BCHUKH TE3U YBPEXKJIAHHs Ce XapaKTepU3upar ¢ KOTHUTUBHU
3aTpyAHEHUS, IPU HAJIMYKeE, JIUICA WM HEU3SICHEHOCT Ha OIpeJielIeH FeHeTUYEeH KOMIIOHEHT.
Ot AHAIIM3UPAHUTE ClIydad, TIMPOTHUBHO Ha MNPCABAPUTCIHUTEC OYaKBaHHA, I1OBCYETO
(mecTHazeceT) ceMeincTBa MMAT MITH UCKAT Ja MMaT CIIEBAIIO JAETe, a YSTUPH HE JKEIasT, TOHEe
KbM MOMEHTa Ha TEPEHHOTO u3cienBaHe. OCHOBaHMATA 32 TOBA I1le ObJAT MOTHPCEHU B X0/1a

Ha aHaJinu3a.

3amo Aa MMall, WM a2 HAMALI APYTO JeTe

[IpyuunHUTE, KOUTO UHTEPBIOUPAHUTE POJIUTEIHN HA JIELA C YBPEXKAAHUS TTIOCOYBAT KAaTO
OTIpEACTISAIIN PENPOAYKTUBHUTE UM PEIICHUS 3a CIIEBAIIIO JIeTe, MOTaT JAa ObJIaT 00eIUHEHHU B
CIIETHUTE TPYIU: HETUIAHUPAHO 3a4eBaHe; HOB OpadyeH MapTHHOP (C KOrOTO MCKAIl Ja WMaI

OMOJIOTUYHO JIeTe), ,,MeuTa‘ (,,BRTPENIHO yOoexaenue®, ,,hpukc-uaes‘‘) qa uMall rmoBeue jaena
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W/WIIK J1a OCTABUIII 37]paBO MOKOJIEHUE, KAKTO M CTPEMEK KbM HOpMallU3allys Ha )KU3HeHaTa UM
curyauus (,,pyHKIMATA Ha HIKaKBB JICYUTEN B HameTro cemercTBo™ [3]). Uecto cpemano e
YCUJIMETO HA POJUTEIIUTE J1a OCUTYPAT MOJIEN 32 TOJpaXkaHue U CTUMYJI 3a 10-0bp30 pa3BUTHE
(na nenara cec CunapoM Ha JlayH) M NPHUEMCTBEHOCT B IpHUrKaTa 3a TAX CIlEJ CMbPTTa Ha
poauTtenure (M Ipu JpyTu yBpexaanus). (,,JickaM a ce pa3Bue U MCKaM Jia He € caM B Obaernie’
[4]).

[IbpBUTE ABE OT M30POCHUTE MPUUYHMHU HAMA Ja ObJaT OOSKT HA aHAIIN3A, 3al[0TO CTOST
BCTPaHU OT OUepTaHaTa My II0-TOpe eTHuecKa paMka. XKesnanuero 3a ,,HopmMaiHo jete’ e Obae
KOHTEKCTYyaJIM3UPAHO B PAMKUTE Ha POAUTENICKUTE MPEACTAaBU 3a XKUBOTA C YBpPEXKJaHE U
n00pust xkuBoT. CrieuaiHo BHUMaHUE TYK IIIe ObJIe OTJENICHO Ha MMPOEKTa 3a CIIEABAII0 3/IPaBO
JieTe B yClyra Ha YBPEIEHOTO, KOWTO CHOJENSAT MHO3MHA POIUTENN Ha MAaJKH Jiela ChC
Cunapom Ha JlayH.

Jlo roisiMa CTENEeH YecToTara My C€ Ib/DKM Ha BIMSHUETO HAa MEAMLUHCKU U
MICHXOJIOTUYECKHU TPENOPBKH, CIIOACIISIHA U MEXKIy CaMUTe poAauTean. MacoBara npezcTaBa e,
ye gemata cbc CuHapom Ha JlayH Komwpar aKTUBHO TOBEJCHUYECKHM MOJETH OT
HEBPOTUIIUYHUTE CH OpaTs WM CECTPU, KOraTO MEKIY TSAX MMa Majka Bb3pacToBa pasivKa, U
Taka ce pa3BUBAT MO-OBP30 M MHO-I'BJIHOLEHHO. B eTHuyecku MiaaH Te3u OCHOBaHMS Ha
PETPOTyKTHBHHUS U300 ca KOHCEKBEHITMOHAINCTKY M KPUTUKUTE KbM HETOBATa JISTHTUMHOCT
ca OMW3KHM, Makap W HE HICHTHYHH C TE€3W KbM Mojena Ha saviour sibling (6pat/cectpa —
cnacuten). B mocienHus ciydail crieaBamio Aere B CEMEMCTBOTO ce Cbh3/laBa MHBUTPO M C
MOMOIITa Ha IPEJUMITJIaHTAllMOHHA JUAarHOCTHKA C 11eJT J]a 00CITy>KBa HY KIUTe OT OMOJIOTHMUYEH
MaTepuai (CTBOJIOBU KJIETKHM MM KOCTEH MO3BK) 3a OpaT UM cecTpa C TEKKO U MOTEHLIUATHO
CMBPTOHOCHO TeHEeTHYHO yBpexaane. (Bx. namp. Robertson, Kahn, and Wagner 2002; Wolf
2003, Sheldon and Wilkinson 2004; Overall, 2012: 81; Taylor-Sands, 2013). Axo agantupame
OCHOBHHUTE apryMeHTH ,,3a" B iebara BbpXy Saviour sibling kbM eBeHTyalTHHTE MOTHUBH B 110JI3a
Ha Ch3[aBaHETO Ha IPYTO JIeTe — ,,IOMOIIHUK  Ha 1eTeTo ¢be Cunmpom Ha JlayH, Te Ouxa Ounu
CIIEZIHUTE: CBOOOIaTa Ha BB3IPOU3BO/ICTBO, ITOAIIOMATAaHETO HA YBPEACHOTO JIETE, JIUIICaTa Ha
BpeJia 3a 37JpaBOTo JIeTe, KOETO MHAYe He OU ChIECTBYBaAIO, OATaHCHT Ha eI U CPE/ICTBA 32
nocturaneto uM. IlpobiemMaTnyHo OT OMOeTHUYEcKa MepcreKkTHBa obaue € MOCTaBSHETO Ha
€IHOTO JIeTe B MO3UIIMS Ha CPEACTBO 3a MOCTHraHe Ha ONpeielieHa 1eJl, CBbp3aHa ¢ JIPyroTo

JIeTe: HErOBOTO Pa3BUTHE WM OOrpHkBaHe. MIHCTpyMEHTaIM3UPAHETO HA PENpPOIYKTHUBHUS
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n300p BIIM3a B MOPAIHO TPOTUBOpEUHNE KakTo ¢ KaHTHaHCKUS KaTeropuuecku UMIIepaTHB, TaKa
U ¢ pa3dupaHEeTO 3a poJauTeNcKaTa JIF0OOB KaTo OE3yCIOBHA W 3aduTalla JOCTOMHCTBOTO U
WHTETPUTETA HA BCAKO OT JeTaTa KaTo ObJeIId aBTOHOMHU CYyOEKTH.

Yact oT poauTenuTe 0ch3HaBaT NpoOIEeMaTUYHOCTTA HA OJJ00EH MOAX0/ (KOWTO MOXKe
Ja JoBene 0 ,,0TKpPaJHATO ACTCTBO[S] miau Aa mopoaud KOH(MDIMKT Ha WHTEPECH MEXKIY
JeraTa), M ro MpekuBsIBaT KaTo AUJIEMa, CBhP3aHa ¢ MOPATHO-TICUXOJIOTHYECKU TUCKOMDOPT.
B erudeckus nedar equH OT apryMEHTHTE B 3alllUTa Ha MOAOOHH CIIOPHU PETPOTyKTHBHU
MPOCKTH €, Y€ UAcaIbT Ha OE3yClIOBHATA POJIUTEIICKA T'proka € HemocTkuM (Benatar, 2006:
129 — 130, Sheldon and Wilkinson, 2004: 534, mut. o Overall, 2012: 82 — 3) . KakTo mocousa
Crozan ['ubcbH, caMOTO TIOJIaraHe Ha MPUYMHA J1a UMAIll JIETE BeUe I'0 MOCTaBs B MO3UIUATA HA
CpPEeICTBO 3a IMOCTUTaHe Ha HakakBa 11el (Gibson, 1995: 236). HacrosmioTo u3cnenBane 3acraBa
3a]1 €ZIMH N0-HI0AHCHUPaH, KOMIIPOMHCEH MOAX0/1, CIIOpe ] KOUTO OIpe el € 0aTaHChT MEXIy
1enu u cpeactsa 3a nocruraneto um (Overall, 2012: 86). Cnopexn Cro3zan ['uOChH ,,10mycTUMO
€ JIa TPeTHUpaIll HAKOTO KaTo CPEJCTBO 3a MIOCTUTAHE Ha ONpeeiieHa 1ell, JOKOJIKOTO o J00HO
OTHOIIIEHNE € ChbBMECTUMO C OTHACSHETO KbM HETO CbUeBPeMEeHHO U Kamo KbM yel, Ui, C
JOPYTU JyMH, CbC 3aYUTAHETO MY KaTO PaBHOIIOCTaBEHO 4OBEHIKO chinecTBO (Gibson, 1995:
237). Poospt boiin u xynubH CaBynecky 3asBsBarT, ue ,,ako POAUTEINTE O0MYAT JAETETO CH,
HE € ToJIsiM TmpobiieM, ye To obnaroaerenctBa Apyruro (Boyle and Savulescu, 2001: 1241).
[TogoOHa poauTesicka HarIaca ce cpelia u y pecroHIeHTUTe: ,,Bceku, KOWTo Me Mo3HaBa, 3Hae,
4ye ChbM HCKalla Jla IMaM TpHU Jella, pa3oupa ce, ue HIMa KOH (Cropes MeH) Jia CH POJAU €IHO
JieTe caMo 3apaju ApyroTo, MpocTo Helara ca cBbp3aHu’ (Aneta) [6].

YacT oT pecrnoHAEHTUTE, Makap W IMO-MajKa, OTXBBPJSAT KOHCEKBEHIIMOHAIUCTKHUTE
ocHoBanusi. Hopa [7] 3asaBsiBa: ,,He nickam ma mojaenupam €IHOTO JETE CIPSMO APYTOTO, a
Enucasera [8] e kareropuuHa: ,,He € Y€CTHO CHPSIMO T€3H JIella, T€ HE UABAT Ha TO3U CBST, 3a
Jla OOTPIHKBAT HAKOTO™.

Korato ponurenute n3bupar na HIMAT ClIeABaNIo JAETe, OTKA3bT OT BH3MPOU3BOJICTBO
MOXeE J]a € MOTUBHPAH THKMO OT Ch3HAHHETO 332 HEBH3MOIKHOCT Jla OallaHCHpAaT B TPHIKATa 3a
noseye jena. Te3n Mailky crioJensT 3a MbJIHA OTAAIEHOCT B IpUkKaTa 3a JIETETO C YBPEXKIaHe
U BB3IpPUEMAT KaTo ,,IPEAaTeNICTBO " KbM HETO Ch3JaBAHETO HA €BEHTYAJHO CJIE/IBAILIO, KOETO
cpio Ou mocrtpanaino: ,,He mora nma rapanTupaMm Xy0aBo IETCTBO Ha APYroTO CH Jere

(Mpuna)[9]. Ako oTHOBO ce no30BeM Ha OpaHKPBPT, 3arpUKEHOCTTA HA TAKHBA POAUTETH HE
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ce mopak/a OT JJOTHYeCKa HiIH Kay3alHa HeoOX0oauMocT, a oT T.Hap. Volitional necessity — kato
JI00pOBOIHO M30paHa, cCaMOHAI0KEeHa HE0OX0IMMOCT, Ha KOATO ce MoaAYnHABA BoyATa. CtaBa
yMa 3a TakaBa IMOJAYMHEHOCT, HEChOOPA3sIBAHETO C KOSATO OM JOBEJIO 10 HapyllaBaHEe HE Ha
CTPUKTHO MOPAJTHHUTE HU 3a/IbJDKEHHS, a HAa caMHTe Hac (IIpeaaTeicTBo KbM cebe cu). ,,Te3n
HEOOXOJIMMOCTH HH CITUPAT Ja MpeajieM HellaTa, 32 KOUTO Haii-MHOTO HHU € TPHKa (32 KOUTO
CM€ Haii-3arprKeHH) U C KOMTO, ChOTBETHO, ce uaeHTH(uuupame Haii-mrptHO.” (Frankfurt,
1982: 268).

Koraro cu ,BeuHo B Ta3u rpmwxka“, kakrto cnojens [ama [10], koratro T €
BCETOTIIBINAIIA U HM3MBJIBA IBSUIOTO TH Ch3HAHUE M BPEME, BCUYKO OCTAHAIO MOXE Ja Ce
M3MECTH OT (POKYC, BKIFOUUTEIIHO MUCHJITA 32 IPYTO J1eTe. Ts1 ce 0Ka3Ba MOCTOSHHO M3TJIAaCKaHa

1 BTOPOCTCIICHHA.

»AHIAMBHUIN B TeHETHYEH PUCK*?

Enna oT xiItoyoBHTE MPUYMHM 32 U300pa Ja HAMAI CIEIBAIIO JETe € MpeleHKara 3a
MOBHIIICH TEHETHYECH PUCK TO Ja CE€ POJH C yBpexaaHe. TakbB € ciydasT ¢ MHTEPBIOMPAHUTE
POJUTENH Ha Jiella C pa3CTPOMCTBA OT AyTUCTUYHHUS CIIEKThP, KbAETO T HETUYHUAT KOMIOHEHT
€ HesICeH, HO He ce OTXBbpJIs. MalikuTe ce cTpaxyBaT Jla He € IOBTOPH OMUTHT UM C IbPBOTO
JeTe W OTKa3BaT Ja moemar pucka. Ta3uW Harjaca Ha pPECHOHICHTKHTE HE € CBbp3aHa C
MIPOBEXKIAHETO HA TCHETUYHH TECTOBE, & C OYaKBAHUS M BEPOSITHOCTH, TOPOJICHH B TPAaHUYHATA
30Ha MEXJy eKclepTHO M nonyisipHo 3HaHue. Kapnoc HoBac u Hukbenbsc Poy3 ananusupar
BB3HUKBAHETO Ha ,,HOBM (POpPMH Ha CyOEKTHMBAlLlMs, CBBP3aHHM C IOsIBaTa Ha KOMIUIEKCHH
€THYECKH TEXHOJIOTUM 3a YIpaBlieHWe Ha OWOJOTMYHOTO W COIMAJIHO CHIIECTBYBaHE B
TEMITOPATHO TI0JIe Ha ,,ku3HeHu ctparerun’ (Novas and Rose, 2000: 485). B Hero nunauBuanre
ce CTpeMsT Ja IJIaHMpaT CBOETO HACTOsAIIE B CBETJIMHATA Ha BSAPBAaHUATA CU 3a ObAELIETO,
KOETO TeXHUAT reHeTHueH (hoH1 Moske Ja 3a7asa [11]. 3a paznuka ot 6MoaoruyHus GpaTaau3bM
Ha €BTCHUYHUTE TEOPHH, HOBUSIT ,,MAHIMBH]I B TCHETHUYCH PUCK™ € IPOAKTUBEH B CBOUTE H300pH
n npaktuku (Ibid: 486 — 7). CamoBMeHeHaTta My ,.T€HETUYHA OTTOBOPHOCT® HM3HCKBAa B
nulepaseH K04 MHAWBUAYallHa aKTMBHOCT C NPOMHUCHI 3a Oblemiero, Onaropasymue H
camoocsiectsBane (Ibid: 501 — 2). CbBpeMeHHUTE UHAMBUIM, KaTO MPOSIBICHUS Ha T.Hap.

COMATUYCH MHANBU], Ca MIPU3BAHU [d HACOYAT yCUIIMATA CU KBM ,,MAKCUMU3HUPAHC HA CBOUTC
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KU3HEHM IIAHCOBE™, Jla MIpearpueMar JeUCTBUS M Ja C€ Bb3AbpXKAaT OT JEWUCTBHS, 3a Ja
yBEJIMYaBAT Ka4eCTBOTO Ha cBOsI s)kUBOT (Ibid: 487).

Karo 1msmo moBe4eTo pECHOHACHTH MpUeMaT HEOOXOJUMOCTTa, HO HE H
3aJIBJKUTEIHOCTTA Ha NpeHartainHara auarHoctuka (ITH/]). O6mo yoexaeHue e, 4e Ts ch3/1aBa
BB3MOXKHOCT 3a MH(pOpMHUpaH W300p, Makap Ja HE MOXKE J1a U3KJIIOYHM HAITBIHO M€HETUYHUS
puck. [loBede OT nmosioBUHATa OT UHTEPBIOMpPAHUTE MalKU Ha Jena cbe Cunapom Ha JlayH ca
HAY4YHJIM JUarHo3ara cjiel PakKIaHeTO, BBIPEKH Y€ OpeMEHHOCTTa MM € Ouia HaJJIeKHO
npociensBana. JIBe ot Tsx 3asBsBaT, 4e Ouxa HanpaBuiIu abOpT, aKO ca 3HACIH 32 YBPEKIAHETO
o BpeMe Ha OpeMEeHHOCTTa, KaTo W JBETe HMMaT MAaJKH Jella U U3IUTBAT THSIB KbM
MEIUIIMHCKUTE EKCIIEPTH, KOUTO CHOpeA TAX ca HalpaBWiIM Jekapcka rpemka. Kakro
CBUJETEJICTBA €/1HAa OT PECHOHJEHTKUTE, IOBEYETO HEIHU MO3HATU ¢ jAeua cb¢c CUHAPOM Ha
JlayH 3asBsBar, ue 6uxa HanpaBuiIn abOPT, aKO ca 3Haenu AuarHos3ata B pesyiarar Ha [TH/I. Ho
CBILIEBPEMEHHO OOABAT, Y€ CE PajBar, 4e He Ce € CIYUYMIO Taka, 3all0TO Cera ca IIACTIUBH C
nenara, KOUTO uMar.

Tpu OoT pecrioHIEHTKUTE ca IPUETH Bb3MOXKHOCTTA JieTeTo Aa 0bae cbe CuHApOM Ha
JlayH oie mo BpemMe Ha OpeMEHHOCTTa M ca B3eJId CHh3HATEIHO pEHIeHHE Ja ro 3aabpKaT
BbIIpekH ToBa. Hopa criogens 3a ,,MHOTO TpaBMaTH4Y€H ONUT , CBbP3aH C HAUMHA Ha MIOJIHACSHE
Ha MHpOpMaIuATa 32 BUCOK PUCK OT FT€HETMUHO YBpEXKJaHe Ha IJI0Jia U JIUIIcaTa Ha oJKpena
3a HEHHOTO pelleHue aa ro poau. Ts obaue He MPOCTO OTKa3Ba Jia KaJKyJIupa U HeyTpalIu3upa
OMAaCHOCTUTE Ha TEHETUYHUS PUCK, KATO C€ MOJIOKHN HAa aMHUOLIEHTE3a, HO 0Ka3Ba ChIIPOTHUBA
Ha TO3W MEIUIIMHCKH MOJEI Ha YBPEKIAHETO, MOAAbPKAH OT IMpocieasBaiara g jekapka. C
nymute Ha Hopa: ,,ToBa cu € MO€TO JIeTe U a3 CbM TBBPAO peuieHa, ye uie g1 poas™. Kakro
nocouBa Hopeun Puuapc, poaurenckute mpaBa Ha OMOJOTUYHUTE POJUTEIN HE MPOU3THYAT
OT HKaKBa TAXHA OMOJOTHYHA COOCTBEHOCT, a Ca U3pa3 Ha Mo-00IIOTO MPaBO J1a MPOIBIIKUM
3all0YHATOTO OT HAC, TOBA, KOETO BEYE € B X0/, IOKOJKOTO TO HE HapylllaBa Uy>KJM IpaBa U
untepecu (Richards, 2010: 24 — 5). ,Moero ngere” e Qopmyna He Ha OHWOJIOTHYHOTO
NPUTESKAHUE, a TI0-CKOPO Ha OHa3M MOAYMHEHOCT Ha JmuHata Bouis (vVolitional necessity — mo
OpankdbpT, ENgrossment — mo HoxuHrce), Ha KOATO HE MOKEII M HE MCKAIll J]a MOKeII Ja
npotuBocroulll. nu ¢ mymurte Ha HonuHre: ,,MO€TO bpBO M HEMPECTAHHO 33IbJKEHHE € Ja
cpeurHa napyrusi B KadecTBoTo cu Ha rTpmxkem ce“ (Noddings, 2002: 17). Egna ot

PECIIOHACHTKHUTE, KOATO UMa MCIUITUHCKO 06p330BaHI/Ie, HE € 3Hacjia 3a Bb3MOXHU I'CHCTUYHU
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YBpEXKIaHUS Ha IUI0AA, 3al[0TO € MOUCKala U3PUYHO Ja He W OblaT ChOOIIaBaHU, OCBEH aKo
M3UCKBAT CIICIIHA MEIUIIMHCKA HAMECa HEMOCPEACTBEHO Clie]] paXkIaHeTo. B ocHoBara Ha To31
n300p cTOM TBIOOKOTO yOexkIeHue, Ye ,,BCAKO JIeTe UMa MPaBo Ha ChIIECTBYBaHE, Ye HUE HE
CM€ TE€3H1, KOUTO OTPEICIAT KaKBO JCTE Il HHU Ce POJIU, Ue JICTETO MHHABa IPe3 MEH, HO a3 He
CBbM TO3HM YOBEK, KOMTO Ie OMpEeeNd Jald TO3M YOBEK IIe yMmpe, Wiu Ie >kuBee. Tasu
cTparerusi T Npuiiara ¥ npu BTopaTa CH OpEMEHHOCT.

KaTto mpuumnHM 3a U300pa CH PECHOHACHTKUTE M3THKBAT CBOSTA PEIUTHMO3HOCT WIIU
MOJIyYCHH CBPBHXECTECTBEHU 3HAIM OT MO-BUCIIA MOpPajlHA WHCTAHIMS Ha TOJKpErNa, WM
BsIpaTa CH B YOBEKa M YOBEUIKOTO, KAKTO M (haKTa, 4e JETETO € JABJIro YakaHo. Haj BCHUKH TAX
obaue HaJjessiBa MpeJCTaBara 3a JAbDKMMa TpUXa OTBBI (GopMaiHaTa M ,,AUCTAHIMpaHA™
0OBBP3aHOCT OT AbJra. AKO e OIUTaMe Jia 5 MPoYeTeM npe3 eTukara Ha HoauHre, rpukara 3a
,,MOETO** HEPOJICHO JIETE CE HaCllarBa BbPXY OINPENEICHN OMOJIOTUYHHU TPEANOCTaBKH, HO TH
HAJIXBBPJISI U CE TPEBphIIa B CBOcoOpasHa ,,TOIUIA BPB3KA™“ ChC W TIPAJAMBEH €JIEMEHT OT
meruaeckust a3“ (ethical self) ma rpmwxemms ce (one-caring), oObpHAT KbM OOTPUIKBAHUS
(cared-for). C apyru qymu: enHa Maiika TpsiOBa Ja ce IOTPUKH 6€3)Cl06HO 3a IETETO CH, I0PH
HEPOJICHO, TAKOBa, KAKBOTO €.

Moske 1a ce 3aKiIIOuM, Ye MOBEYETO PECIOHACHTKU CHOACTAT JUOCpaTHUTE HIIEH 3a
HEOrpaHUYEHa PENPOIYKTHBHA aBTOHOMHS U IIEHHOCT Ha MH(OpMHUpaHUsA U300p, KAKTO U Ye
npeArnpreMar akTHBHU JICUCTBHS 33 peTyJIMpaHe Ha FTeHeTHYHMS pucK. EHa Manka gact 3aemMat
MapriuHajIHa MOpaJHa TIO3MIIMS Ha OTKa3 OT I'eHETU3UPAaHE Ha CBOUTE JKUTEHCKH U30opH, Oe3
obaue Ja i mpuaBaT yHUBEPCAIHA BAJIMIHOCT. [IpaBu BIieUaTiieHHE, Y€ BBIIPEKH Pa3InIHsTa
B PENpPOJYKTUBHUTE WM CTpPAaTerMH, HHUTO €IHA OT PECHOHIACHTKUTE HE 3asBsBa
JAUCKBaTA(UIMpPAIIA WA OCHAUTEIIHA MO3HIUS CIIPSIMO MPOTHBOIIONIOKHUTE HAa CBOS N300PH.
Jlopu KOraTo HE CIOJENAT ONPEACICHH PENpPOJAYKTHBHH PEIICHUS, MAHKUTE JIEMOHCTpUpPAT
TOJIEPAHTHOCT U CHIIPUYACTHOCT KbM BCSKa KEHA, M3MPaBeHa e NoJ00Ha eTHYeCKa TUieMa.
Hukost OT TSX He CUuTa, Ye pakJaHeTO Ha JETe C TCHETHYHO YBPESKIaHEe NPU ChBPEMEHHHTE
texnosioruu 3a [THJ[ e 6e30TroBopHO, U BCHYKU yTBBPIKJIABAT, Y€ TOBA € JIMYHO U YACTHO
poautencko pemenue. OOIIO crojeNeHa e npeAcTaBara, ye BCsKa Maiika mo3HaBa Haii-1o0pe
CBOUTE TCUXOJIOTUYECKA M ETHYSCKH TpPAHMIM, KOUTO CIUHCTBEHO MOraT Jja 3a/aBarT

JICTUTUMHHU TpaHULIK HaA HEWHUI I/1360p Ja IpOABJIKU WU IPEKBCHE 6peMCHHOCTTa CH.
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KuBoOT ¢ yBpe:kaaHe u/Wid 100bp KUBOT

ETndeckure moaxoad KbM OCHOBAHHSTA HAa JOOpHUS KMBOT OMXa MOTJH Ja ce
KJIacupUIUpaT B paMKUTE Ha J[Be rpynu: cyOeKTHBHU M 0OekTuBHH moxaxoxau (Bickenbach,
Felder, and Schmitz, 2014: 5). ITepBuTe 3aarar Ha CyOCKTHBHHUTE MIPEIOYMTAHUS, XEIOHU3MA
W 33JJOBOJISIBAHETO HA JKEJAHMATA, JIOKATO BTOPUTE CE CTPEMAT Ja HM3SBSBAT HEOOXOIUMH
yCIoBHs Ha 100pwust )KUBOT. B koHTekcTa Ha disability studies e oT oco6eHa Ba)KHOCT JJOKOJIKO
€ HaJMIEe pa3sMUHABAHE MEXK]Y COIMAIHHUTE MPEICTaBU 3a JKMBOTA C YBPEXKIaHE, OT €aHA
CTpaHa, ¥ IPEKUBSIBAHHUSTA M OIICHKUTE HAa CAMUTE XOPa C YBPEKIAHE U TPIIKEIINTE Ce 32 THX.

[ToBeueTo pecroHACHTH OMPEACTAT KUBOTA CH B TPUXKA KATO U3IIBJIHEH HE CAMO ChC
CTpajiaHue, HO U C paAocT u Jr000B. PamocrTa, KosiTo criopen HoauHrC € ChIHOCTEH €eMEHT
Ha 9yBCTBOTO 3a CBBP3aHOCT B oTHOMIEHUsATa Ha Tprka (Noddings, 2002: 6), 0OMKHOBEHO ce
nosiBsiBa 00aue ciie]] MbPBOHAYATHUTE U3IUTAHKS, CBbP3aHU C OICISBAHETO W 3/IPaBETO Ha
JIETETO, W CJIe]l KaTo 3all04He MPOIEChT HA IPUEMaHe, Y€ TO € | e 0bae paznuyaHo. ['onsima
9acT OT PECIOHJICHTKHUTE ca ce COTBCKAIA ¢ HEraTUBHO OTHOIICHHE OIIE B POJIMIHHSI JIOM, HO
HUKOS OT TSAX HE ChXKAJSIBA, Y€ € 3abpKajia JICTETO CH BBIIPEKU MPEIIOKCHUATA, TIOBEUE HITH
M0-MaJIKO HACTOSTEIIHH, J]a TO OCTaBH 3a OTIJICXKIaHE B MHCTUTYIUS. TOBa BaKU U 32 MalKHUTE,
KOUTO 3asBsBaT, 4e OMxa Mpearnpuenu adopT, ako ca 3HaelH, 4e JETETO IIe CE POAU ChC
Cunnpom Ha Jlayn. Crnopen Crena [12] mpekbcBaHETO Ha OPEMEHHOCTTA MO MEIUIIMHCKHU
MOKa3aHMUs € eMOIMOHAIHO 10-0e300J1e3HEHO, 3all0TO Ce W3BHPIIBA B HEWH PaHEH CTalui,
KOorato JeTeTo € Bce omle emOpuoH. Korato obaue maiikaTa € M3HOCHIIA IJI0Ja O Kpas Ha
OpeMeHHOCTTa, Ja Ce OTKaXe OT Hero Ou OWio ,,M3KIIOYUTENIHO OE30TTOBOPHO M HE €
goBemko*“. OTrOBOPHOCTTA € TOBa, KOETO M JIPYTH JKEHU MMOCOYBAT KAaTO BOJCIIA NMPUIHHA,
MoTuBHpaiia n3dopa uMm. Ho moBeuero maBat oTtroBop, 6Ju3bK A0 To3u Ha Jlennmna [13] ,,Toa
€ TBOETO JIETE, TOBA € TBOETO JIETE U TOUKA.

KakTo u npu pecrioHIeHTKUTE, PEIININ J1a HE MPEKhCBAT OPEMEHHOCTTA CH BBIIPEKU
pesyinrarute Ha [IHJI, Taka u Ta3u OTrOBOPHOCT HE CE€ CBEXJAa JO PAIMOHATHOCTTA Ha
MOPATHHS UMIIEPATHB, a € MPOIKTA C YyBCTBOTO, Y€ CH HECIIOCOOEH JIa TOCTBITUII JAPYrosye,
3aloTO0 TOBa OM O3HAuYaBalIO Ja TIpeaaJell He caMo JETeTo, HO W camusi cebe cu (1o
®pank¢bpt). Hen Hogunre ce mo3zosasa Ha Maptus by0ep (,,JIt000BTa € OTTOBOPHOCT Ha €JHO
A3 3a egno Tu®), 3a na yrBbpAM rpuxara kato orroBopHoct (Noddings, 2002: 40). Axo 3a

Honunre rpukara He € npupyx aBaHa HEIPEMEHHO OT JII000B, 32 OpaHKPbPT 1t000BTA, KATO
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ocobeHo 3HaunMa opMa Ha rpuxKa, € ,,lipeiesIHaTa OCHOBA Ha MPAaKTUYECKaTa PallMOHaTHOCT
(Frankfurt, 2004: 56). Makap na e TpynHo na Ob1e nepunupana, T000BTA MIPUTEKABA YCTUPU
3aIBJDKUTENIHA  KOHIenTyaiaHu xapakrepuctuku (Ibid: 79): IIepBo, TS ce cbCTOM OT
0e3KOpHCTHA 3arpMUKEHOCT 32 OOMYaHaTa JIMYHOCT, 32 HEHHOTO N0oOpyBaHe U MPOLbTIBAHE.
Bropo, nr060BTa € ,,Hen30eKHO MepcoHanHa* — oOWYaHHUAT € He3aMeHuM c¢ npyr. Tperto,
obuyamusT ce uaeHTuuIupa ¢ OOMYaHUs, KOETO O3HAYaBa, Y€ BH3MpPHUEMa WHTEPECUTE MY
KaTo CBOM COOCTBEHHU. M 4eTBBPTO, 1I000BTA BiI€UEe OTpaHUYCHHUS BBPXY BOJIATA (HE M30Hpame
KO0 M KOJIKO Ja oOWuame), Ts mpejacTaBisgBa Heodxoaumoct 3a Hest (volitional necessity).
CriieBpeMeHHO J1F000BTa 0CBOOOKJaBa 00MYaIKs, 3a110To, MaKap U B OTChCTBHETO Ha U300p,
IpeMaxBa MPOTUBOPEUHATA U OHTOJOrHYHaTa My HecurypHocT (Frankfurt, 2004: 65, 67).

B konnenmusaTa Ha Xapu ®@pankdspT camaTa J1r000B IpH1aBa IICHHOCT Ha OOWYaHMS, a
He 00paTHOTO: OOMYaNMIAT He oOUYa MO eAHa WM Apyra NpU4YuHa/ 3apaau eJHa WH Apyra
LIEHHOCT, KOSITO OTKpHBa B oOekTa Ha moboBTa cu (Frankfurt, 2004: 38 — 9). C nymwurte Ha
Jlenuna 3a gereto # ¢ xuapouedamus: ,,Tu cu ro mpuemamr u OOMYAII C BCUYKUTE MY
0CcO0OEHOCTH, TAKOBAa, KAKBOTO €.

Haii-uecto o6aue B bpBUTE MECEIU WIIM TOJAUHU OT PAXKIAHETO Ha JETETO C yBPEKIaHE
JOMHUHHpPA HETAaTUBHUAT OIHT: YECTO TOM € Oopba 3a Hu3MUecKo OIeNIIBaHe Ha HOBOPOACHOTO,
OTpaHHWYECHUS, TPHAPYXKABAllKM 3a00JIsABaHUs, OOJHUIM ¥ CAHATOPHYMH, ,,TKKHU
MIPSKUBSIBAHNS, B KOUTO TPsIOBA J1a C MHOTO CHJICH, CTETHAT, CTPYKTYPHPAH JIa U3AbPKUII Tast
MbKa Ja IJIeaml Kak ro 601kar u My npassT onepanuu.” (I"ams).

W3nuzanero oT — wiM MoOHE pa3xyiadBaHETO Ha — ,,BoeHHUs pexum (['ams), xoiTo
MEIUIIMHCKUAT MOJIST Ha YBPEKIAHETO CBBpP3BA C MOCTOSHHOTO OJEHHE HAJl JIETETO CIIe]
pakIaHETO My, OTBaps MSCTO W 3a €UH IMO-1005p KUBOT. KoraTto B OTHOIICHUSATA HA TPIIKA
Cce MOSIBU PEIUMIPOYHOCT U JETETO 3all0YHE J1a OTBPBIA HAa TPUKATa C JI00O0B U pajocT, TOraBa
HACTHIIBAa U OCH3HABAHETO, Y€ ,,Ja UMl JIETe C YBpPEXKJaHE HE € Hal-CTpalIHOTO HElIo Ha
ceeta“ (Anenuna [14]). Cnopen Hopa: ,,He mMu ocraBa HMTO Bpeme, HUTO CME€ MUCIWIN Aa
ThryBaMe, 4e MMaMe TakoBa nere. Jlaxxe HanmpoTtus®. [loHskora obave HaaaensBa OojkaTa Ha
TPYKEIIUs ce, KOUTO moema OoyikaTa Ha OOTpIKBAHMSI KaTo CBOsL: ,,He 4e HAMaT MscTo, UMaT
MSCTO U TpsiOBa Ja ca MACTIWBHU, HO 33 PaloCT... — Maiko e TpyaHo™ (Cons [15]).

CrpananueTo B3MMa BpbX TaM, KbJIETO CAMUSAT YOBEK C yBPEKIAAHE CTPAIA, a POJTUTEIST

€ HecIocoOeH Ja My IIOMOTHE. ,,A3 CbM s Ipucia, 3a MCH TOBa, 4€ € pas3jiMiHa, HAMa
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3HaueHue... Ho Texxu mMu TOBa, 4e TS HAMa cBouTe npustenau kakto apyrute (Ilets [16]).
Korato ngereto och3HaBa pa3aM4MeToO CHU, KOTaTO CE YYBCTBA CAMOTHO M MaJIOLIEHHO, Maiikara
m3nuTBa Choro. CTurmMaTuzanusaTa M JIMICAaTa Ha COLMaiHAa M JbpXKaBHA IMOAKpena
mpecTaBiIsBaT 001 00EKT Ha HEJOBOJCTBO M OCHOBHA MPHUYMHA, BIIOIIABAIla Ka4eCTBOTO Ha
KHUBOT CIIOpE]] PECIIOHJIEHTHTE. ,,JI0 TakaBa CTENeH Beue CbM CBHKHAJA J]a 'O OOTpIKBaM —
BCHYKO, BCHYKO, BCHYKO, HO a3 MaK IO BIKJIAaM €JMH YOBEK, €JIHa Jylla Cpelry MeEH.
YoBemkoTo chilecTBO. Jpyroro Mu ro mokasBa cpeiara, KOraTo HalpuMep H3Jisi3a HaBBH.
Bennara — cTba6u, aumca Ha MecTa 3a MapKupaHe, Xopa C MOrJeUTe UM U BCUYKO, BCHYKO OT
OKOJTHATa cpefia TH MOKa3Ba Be/IHara, ue TH € TPYIHO WM HEBB3MOXKHO J[a HalpaBUIl OT TO3U
yoBek Hemo.” ([ayst). Conmannust mojaen Ha yBpexaanero (social model of disability) —
pa3bupaHo KaTO WHBAIMIU3AIMS, MPOM3THYAIIA OT CpelaTa, a He MPOCTO OT OMOJOTHIHHS
neduuT, 6es3Ba pouTeNIcKaTa MepcueKTUBa KbM KUBOTA C yBpexaane. Mosxe Ou Hali-TOYHO
CHUHTE3Upa aMOMBAJICHTHUSI €MOIIMOHAJICH OMUT HA POAUTEINTE TBBPIEHUETO Ha MupociaBa
[17] ,,Ho mora ma kaka, 4ye KOJIKOTO M Ja ChbM HMajia cllabh MOMEHTH, a3 MMaM €JIHO
HEBEPOSATHO JeTe.

[IpeobnagaBa mpeacraBaTa, OCOOEHO MPH POAUTEIUTE HA MO-TOJEMH Jiela, 4e Te
caMHUTE Ca Y4YUTEId Ha CBOMTE POAMUTENH, Y€ XOpaTa C YBPEXKIAHE, TOPHU C MHOTO TEXKKH
YBpEeXIaHUS, ,,AMAT HAKAKBa MUCHS B OOIIIECTBOTO, TS HE € CiIy4aiiHa, (...) T€ UABaT, 3a J1a HH
HaIpaBsAT MO-4yBCTBUTENHHU (...), TIO-OTBOPEHH KHbM BCSKAKBH HEIA, KOUTO MPOIycKame B
exenHeBueTo". TrpneHue, CnocOOHOCT /1a IIEHUIII MaJIKUTe Hella, ,,auBa pagoct (Hopa) ot
BCSAKO MOCTHKEHHE Ha JieliaTa, o-rojsiMma OOpOEHOCT B OTCTOSIBaHE HA MpaBaTa UM — TOBa ca
OCHOBHHUTE JOOPOJETENN, KOUTO TEXHUTE MAaWKH CIOJAEIAT, Y€ ca MPUI0OUIN WK Pa3BUIHN B
HEOTMEHNMa Bph3Ka C )KMBOTA U3BBH MEIUIIMHCKATa HOpMA.

C MHOTO MaJIKu U3KIIFOUEHHUSI, POJUTEINTE Ha Iella C KOTHUTUBHU YBPEXIaHUS CMITaT,
4e Te MPaBAT OOIIECTBOTO MO-00TaTo M pa3HOOOpPa3HO, C KOETO MOAYepTaBaT 1EHHOCTTA Ha
pa3IUYneTo U3BBH MEPUMETHpa Ha ,,HopMaTHOCTTa . OCHOBHUTE U3MEPEHUS HA POAUTEIICKUS
CHl JTBJIT T€ BIDKJAT B TOBA JIa TIOJITOTBST JIETETO 3a COIMAIHUS CBST, 0COOCHO KOTaTo TAX HiIMa
Ja TH WMa, W IIacTUETO MYy € TSAXHAa OCHOBHA IIeHHOCT. Ho kakTo Oe cromMeHaro mo-Tope,
KEJIAHUETO 3a BTOPO JIETe MOHSAKOTa Ce MOpaXKaa MMEHHO KaTo CTPEMEX 3a JOOIMKaBaHe 10
HOPMAJIHOCTTa B HEWHHUTE MHOKECTBEHU M3MEpPEHHUs M 3HaueHus. B ciyuyas Ha Ana [18]

HaacKaaTa 3a HOpMalu3alMd Ha JKU3HCHATA CUTyalldda 3arjiyliaBa CTpaxa OT €BCHTYAJIHO
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MIOBTOPEHHUE Ha OIUTA B KUBOTA C YBPEXKIAHE: ,,0€3 HUKAKBB CTPAaX OT MOS CTpaHa, HE 3HAM
Kak ce 051X HacTpomIIa, 4e TOBa I1e Ob/Ie 3paBo JAETe U I11e HU JOHECe MHOTO PAJOCT U IIacThe .
Hopu Anera, koaTo He 06U 3ameHmIa JeTeTo cu cbe Cunapom Ha [layH 3a KoeTo u ga OmIio
Jpyro, ChbBETBA POIUTENM B MOJOOHA CUTyallus Jla MUMaT OIle €JHO JEeTe, 3a Ja IMOoJIydaT
YCIOKOEHUE U J1a BUJAT , Y€ ,,HAUCTHUHA MOTaT Jja UMaT €1H HOpPMaJieH KUBOT", 3a1l0TO €HO
JIeTE B HOPMa € CAMOCTOSITEJIHO U HE U3UCKBA U3BBHPEIHU IPHXKHU U ,,)KE€JIC3HU HEPBU'*.

N3cnenBaiiky 3HaU€HUETO HA YBPEXKAAHETO 3a ceMelicTBara, Enuzaber JlapchH cbiio
ce (Qokycupa BBpPXY JABOWCTBEHUTE NPEICTaBHM HA POJUTENINUTE, KOUTO TSI CHUHTE3Hpa C
KOHIIEMNIUATA 32 ,,IipreMane Ha equH napaaokc” (Larson, 1998). CraBa BbHpoc 3a ,,ynpaBieHUE
Ha BBTPEUIHOTO HAMPEKEHUE MEXKY MPOTUBOIMOJIOXKHU CHIIA: MEXKAY OOMYTa KbM JIETETO
TaKoOBa, KaKBOTO €, U JKEJIAHHWETO 3a 3aJMYaBaHE Ha YBPEXKAAHETO; MEXAY CIPaBSHETO C
HEU3NIEYMMOCTTa U TapajeIHOTO ThPCEHE Ha PEIICHUS;, U MEXy MOIbPKAHETO HA HAJEKIA
3a OBJAELIECTO Ha JETETO, BHIIPEKH HAIMYUETO Ha HeraTMBHA MHGopMmaius, u OopdaTta che
cooctBenuTte ctpaxose” (Ibid: 873). [TapagokcanHOTO yabpiKaHe HA ,,HAPETHAT €MOITUOHATICH
komnpomuc” (Ibid: 871), B k0iiTO MMa MSCTO 32 ONTHUMHU3BM, CE TPEBpHINa criopexn JlapchH B
JBUKEIA CUjla HAa MaWYMHCTBOTO, B CTpaTerusi 3a MOCTHTaHE Ha BBTPEIIeH OanaHc W 3a
CIpaBsiHE C AECTPYKTUBHUTE €(PEKTH HA Te€3U KOH(PIUKTH.

B kpaitHa cMmeTka BB3MOXXHUTE NYKHATHHU MEXAY CBOOOJaTa JjJa OTCTOSIBAIIl
POIUTENCKUTE CH M300pU M ABJTra Ha POJAUTENICKAaTa IPHKa, C€ M3IBJIBAT OT JIIOOOBTa KbM
Jenara TakuBa, KakBuTo ca. [lo gymure na Emunus [19] ,,IIspBo € cbpuero, nocine € ymsT. 3a
MeH. B kodato u ga e cepa.” Taka u EnncaBera e kareropudna, ue: ,,ToBa, KOETO HH MPaBU
X0pa, HE ca HalIUTe MHTENEKTyalaHu criocoOHocTH . ETHKaTa Ha rpukara u 3arpu>K€HOCTTa
OCMHCJISI CTOWHOCTTA Ha JKMBOTA C YBPEXJIaHEe, UM KaKTO Ka3Ba OTHOBO EmnucaBera: ,,Bceku
YOBEK € CIeIHalieH U He TPpsAOBa Ja ce CTpaxyBaMme Jla cMe OOMKHOBEHH XOpa, KOUTO UMaT
CWJIHU U clTaO¥ MOMEHTH, U JIa CU T'M TToka3BaMe. B MoMeHTa, B KOWTO pa3depem, ue € HOpMallHO
Jla CME YSI3BUMHM | CJIa0u, BCHYKO III€ C€ TPOMEHH .

B pazOupanero Ha ysa3BUMOCTTa KaTO M3HavajieH OeJier Ha YOBeIllKaTa eK3UCTEHIHS, a
HE MPOCTO KATO aHOMAJIMs Ha JKUBOTA C YBPEXKJAHE, C€ ChAbPKA BCHUTHOCT BH3MOXKHOCT 3a
HEero,ara ,,HopMaju3aius, BKIFOUUTEIIHO eTH4YecKka. B oTHoIIeHUATa Ha Tpuka ce 0hopMsAT
OUepTaHUATA HA BB3MOXKHHS TOOBP KUBOT C YBpPEeKIaHE, YHHTO 0Opa3 ce Haciuarea BHPXY

PENpPOIYKTUBHUTE PELICHUS HA pOAUTENNTE. Te31 ouepTaHus ce yIUIbTHABAT B IOTEHIIMAJA 32
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JIBYCTPaHHO MOPAJIHO pa3BUTHE (Ha OOTPHIKBAH U TPHUIKEIL CE), B LIIAHCOBETE 3a pasllIUpsIBaHe
Ha CK3UCTCHIUUATHUTC UM XOPHU30HTHU, BbB Bb3MOKHOCTUTC 3a CMaHIIUIIallUs U IPCOTKPUBAHC
Ha CBETa KaTo I0-pa3HO00pa3eH, N0-CIIPABEIINB U IIbIHOLEHEH. 110 To31 HauuH ce yabpxa u
0aJaHCBHT MEX/y CTPaXOBE U HAJSKIH 32 OBIELIETO, MEX/ly UMIIEpaTUBUTE Ha METUIIMHCKATA
HOpMa U HEMHUTE KOPEKTUBH B COLIMAJIHUSA MOJEI Ha YBPEXKIAHETO.

Tosu OGamanc obadye e KpexbK M HectabuieH. KoraTo cTpaxbsT OT (T€HETHYHO)
YBPEXKIaHE U3IIBIHU NIPOCTPAHCTBOTO HA MPOEKTUTE 3a OBACLIETO WM IpUXKaTa 3a JETETO C
YBpEX/1aHe T'Y MOI'bJIHE HAIlbJIHO, B TAX HE OCTaBa MACTO 3a PENPOAYKTUBHOTO pEIIEHHE Ja
uMail oie eaHo aere. OTKa3bT OT cle/Ballo JeTe 0baye ce OKa3Ba Ho-psijiKaTa XUIoTe3a Ha
PENPOIYKTUBHO IOBEIECHUE, KOETO MOXKE Ja C€ OOACHU JI0 M3BECTHA CTEIEH C XapakTepa Ha
AHAIIM3UPAHUTC YBPCIKAAHUA, IIPU KOWUTO JIMIICBA JOCTATHYHO CCPUO3CH TI'CHCTHUYCH PUCK.
PenpoayKTUBHUAT U300 U3IPaBs POAUTENINTE IPE €THUECKU TUIEMH, CBbP3aHU ¢ HAYMHA Ha
pasnpezeseHle Ha IprkaTa KaTo ,,MHBECTULM 3a JOOPOTO Ha JIETETO C YBpEXKAaHE U Ha
€BEHTYaJIHOTO ObAemo aere. MOTUBBT 3a Ch3/1aBaHE Ha 3APaBO JIeTe, KOETO Ja MOoJIoMara
YBPEIECHOTO, HE € €THYECKU O€3CHOpPEH U 4acT OT POAUTENINTE, KOMTO IO CIOAEIAT, CHIIO
Cb3HAaBAaT TOBa. Bb3MOXHHUTE H300pH, MPOEKTUPAHU MEXKIy HEOrpaHHYEHATa CIOpeN
PECTIOHJIEHTUTE PENpOIyKTHBHA CBOOOJA, M POAMUTENICKATa OTTOBOPHOCT MpE BCAKO OT
Jerara, HaMMpaT MOPAJTHOTO CH ONpaBJaHKe B €THKaTa Ha TprKarta U ,,[I0BEJINTE Ha JTr000BTa™
(Frankfurt, 2004: 29). Makap u 1a He MOXke Ja ObJie BMEHEHA KaTO MOPAJIHO 3abJKECHHE Ha
poaurens [20], 1r000BTa KbM JellaTa UMa €THYECKO 3HAYE€HUE, JOKOJIKOTO 33j1aBa MpeJieiHaTa
IpaHMIla Ha 3arpHKEHOCTTa 3a TAX M s ocMHUCHA. Taka M300pBT Jla MMall CIeJBaIlo JeTe
nojyyaBa O€3CHOpHA €THYecKa JIETUTHMALUA, KOSITO MOXeE Jla ce (opMynHpa HAKpaTKO ¢

nymute Ha Enucasera: ,,IloBeue nemna — nmoseue ar000B*.
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