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Joxkaan He3aBHCHMOTo0 IKCIEPTa MO BONMPOCY 00 OCylIeCTBJIEHUN
NpaB YeJ0BeKa JHIAMH € ATbONHU3MOM

Pezrome

Hacrosmuit goknan mpencraBiiseTcsi B COOTBETCTBUU ¢ pe3ononueii 37/5 Co-
BETa 10 NpaBaM 4YejoBeka o MaHjare HesaBucumoro skcmepra mo Bompocy o0 ocy-
LIECTBIICHUH MPaB YelIoBeKa JINIaMU C aJb0MHU3MOM. B HeM copepikuTes oOuiast MH-
(dbopmanys 0 MOJIOKEHHUH JIUIL C aTb,OMHU3MOM B Pa3IMYHBIX PETHOHAX MUpPa, KpaTKHe
CBEJIEHHUsI O 3aKOHOJATEIbCTBE U MOJIMTHUYECKUX MEpax, a Takke HHPopManus o mpo-
Oeslax B OCYIECTBICHUH IIPaB YeJIOBEKAa M O MepeloBON MpakTUke. B 3ToM noknazne
HezaBucumerii OKCIIEPT U3JIaracTt pCKOMEHIAAIUN B OTHOIICHUU KOHKPETHBLIX MEP, KO-
TOpBIE MOTYT OBITH IPUHSTHI JJIS yUeTa, IPU3HAHUS U yAyUIlIeHUs] CUTYallly B 00J1acTh
IIpaB JIMI C AJIBOMHU3MOM BO BCEM MHpe. DTH PEKOMEHAINH COITIacyIOTCs ¢ LeIIMHU
B O6HaCTI/I yCTOﬁ‘-IPIBOFO pa3BUTUA U IPUHATBIM B CBA3W C HUMH 06H3aTeJ'II)CTBOM HH-
KOro HE 3a6I)ITL, B IIEPBYIO OUYCPECAb CaMbIX OTCTAIOIIUX.
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BBenenue
MeTonoJsiorus

1. 29 maprta 2019 roga He3zaBucumblii SKCriepT HampaBuia BOIPOCHUK 3aUHTEpPE-
COBaHHBIM CTOPOHAM, B TOM YHCJIE TOCyIapCcTBaM -dJIeHaM, oapasaeneHusM Opraau-
3anuu OO0beaMHEeHHBIX Harnii, HarmoHaIFHBIM IPaBO3AIIUTHEIM YUPEXKACHUAM, Op-
TaHU3aIHUSIM TPAXKJAHCKOTO 001IecTBa M (GU3NIECKUM JIUIIaM, BKIIOYas JIUI C aJb0Ou-
uu3mom!. Hacrosimuii MOKJIag B 3HAYMTENIHOM CTEIeHH OCHOBAH HA moa0opKe WH-
(dhopmanum, MOIy4eHHOW OT 97 3aMHTEpPECOBAaHHBIX CTOPOH, a TaK)Ke Ha HCCIEA0Ba-

HI/I?IX2 M BBIBOJAX IO UTOraM mocemenus HezaBucumpim OKCII€EPTOM CTpaH.

2.  HeszaBHCHMBIl 9KcIIepT HajeeTcs, YTO JOKJIAJ HE TOJIbKO IPOJILET CBET Ha II0-
JIOXKEHHE JIUI[ ¢ aJIbOMHM3MOM BO BCEM MHpE, HO M IOCIHOCOOCTBYET NMPOBEIEHUIO
KpaiiHe HEOOXOOUMBIX HAayYHBIX HCCIIEIOBaHUN, COOPY MaHHBIX M OOCYXIEHHUIO BO-
IIPOCOB, 3aTParuBalOIINX 3Ty TPYIITy HaceleHus . HezaBUCHMBII KCIepT IUTaHUPYeT
B Ommkaiimem OynymieM omyOIHKOBaTh BCEOOBEMITIOMIMH 0K, C TeM YTOOBI OTpa-
3UTh OOIIMPHYIO HH(POPMAIUIO, TIOTYUYSHHYIO U3 NPEACTAaBICHHBIX MaTepHaIOB.

3.  Baxxsble BOIIPOCHI, KaCalOIHUECs KEHIINH U AETeH, B HACTOAIIEM JOKJIane He
paccMaTpuBaroTCs, MOCKOIbKY He3aBHCUMBINM SKCIIEPT yASIUT BHUMaHUE 3TUM TeMaM
B JIOKJIaJe, KOTOPBIN MIPEACTaBUT HA COPOK TpeTheil ceccun CoBeTa Mo IpaBaM deso-
BEKa.

4. BaxxHo OTMETUTH, YTO NpPU MOATOTOBKE AOKJIana HesaBucuMblil 3KcHeprt clre-
Jlaja ak[eHT Ha HallUOHAJbHBIX, @ B HEKOTOPBIX CIydasX Ha PErHOHAIBHBIX 3aKOHO-
JaTEeNbCTBE, TOTUTHKE U IIPAKTUKE. MeXIyHapOaHOE 3aKOHOIaTeIbCTBO U CTaHAAPThI
B 00J1aCTH MPaB YEIOBEKA, IPUMCEHIEMbIE B OTHOLIIEHUH TIPAB JIUI C aIbOMHNU3MOM, HE
paccMaTpUBaINCE, TOCKOIBKY 3TOM TeMe ObLI OCBSIIEH Npeaslaynuii qokiaan Hesa-
BUCHUMOTO 3KcIiepTa nepexa I'enepansHoit AccambOneeit (A/72/131).

Onpenesenne’

5. AnpOuHU3M IpencTaBisieT cO00H OTHOCHUTEIBHO PellKoe HEMHPEKINOHHOE, Te-
HETHYECKH HaclIelyeMO€e COCTOSIHHE, IPH KOTOPOM B OpraHHW3MeE YeJOBEKa MeJIaHUH
BBIpabaTpIBaeTCs B HEOOJIBIIOM KOJIMUECTBE MIIM HE BBIpA0aTHIBACTCS BOBCE, UTO MPHU-
BOAMT K HU3KOMY YPOBHIO MTUTMEHTAIIMHN KOXH, BOJIOC H IJIa3 MJIH €€ IOJTHOMY OTCYT-
CTBHIO. ANTBOMHH3M 3aTparuBacT JIIoJed BO BCEM MHUpPE, HE3aBUCUMO OT UX dTHHUE-
CKOM TNpPWHAUISKHOCTH WM mona. Jluna ¢ anbOMHM3MOM KpalHe ySI3BHMBI K PaKy
KOXKH ¥ 4aCTO UMEIOT MHBAJINIHOCTH, INIABHBIM 00pa30M 110 IPUYHUHE HAPYIIEHUS 3pe-
HUS ¥ OTHOILIGHYECKUX 0apbhepoB, CBA3aHHBIX C UX BHEIIHUM BuIoM. Kpome Toro, oHn
OBIIIM TIpU3HAHBI B KaUECTBE JIUI], KOTOPBIC CTAJIKUBAIOTCS C MPOSBICHUSIMHU PACOBOI
JTUCKPUMHUHAIIN n CTUTMaTH3alHH 1o MPU3HAKY BeTa KOXXH
(cm. CERD/C/ZAF/CO/4-8, nm. 20-21). DTn B3auMOCBsA3aHHBIE (PaKTOPHI IPUBOIAT
K QU3HYECKOMY HaCWIMIO, BKJIIoYasl yOuicTBa B BOCTOYHOM, 3aaHON, IEHTPAIbHOM
1 10KHOM 9acTax Appuxu’,

! Cnucok mpencTaBIEHHBIX MaTEPUATIOB:
https://www.ohchr.org/EN/Issues/Albinism/Pages/IEAlbinism.aspx.

2 He3aBHCHMBIH JKCMEPT BBIPAXKAET CBOIO MPH3HATEIBHOCTH MeXIyHapoIHOM nporpamMme B
o0acTu IpaB 4eJI0OBeKa IOPUINYECKOro (akyapTeTa YHHBEpCUTeTa TOPOHTO, a TaKKe
o6ubnuorpady-koHCYnbTaHTY 3anagHoro yHusepcurera Tpunutu (Kanana) Jlankany JlukcoHy.

3 JlomonuuTensHas uHdopManus npeacTaniesa B A/HRC/37/57.

4 Cwm. http://albinism.ohchr.org/human-rights-dimension-of-albinism.html.
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I1.

BocTounas, 3anagHasi, I05KHAsA M HEHTPAJIbHAA YaCTH
Adpuku

6.  BonPIMHCTBO MOMYYEHHBIX MAaTEPHAIOB MMOCTYNNIIO U3 A(PUKAHCKOTO reorpa-
¢dudeckoro permona’, rjie pacnpoCTPaHEHHOCTD JIHI C ATbOMHU3MOM BapbUPYyETCS B
npenenax oT 1 Ha 5000 yenosek no 1 Ha 15 000 yenoBek, a ISl OTAECIABHBIX TPy
HaceJeHUs Ha tore AQpUKH 3TOT mokazatenb cocrasiser | Ha 1000 wemosek. He-
CMOTPSI Ha OTHOCHTEJIBHO BBICOKHH YPOBEHb PacHpOCTPAHCHHOCTH aJlbOMHHM3Ma B
3TOM peTHOHE, O(pUIHaNbHBIE JaHHBIE OBIIN COOPAaHBI TONBKO B ISITH TOCYIAPCTBAX -
yieHax, a MeHHo B Kor-n’HByape, Manasu, Hamu6un, Coeppa-Jleone u O6wvenu-
HeHHO# PecnyOmmke Tanzanus. [lpoBeneHHas B mociemHei w3 3TUX crpad B 2012
TOJly TMepennuch HaCEICHUsS MPEACTaBIsIeT cO00i Ha HACTOSIIMA MOMEHT, BEPOATHO,
HanOoJiee IMMPOKOE HANMOHAJIBHOE O0CJIEOBAaHME IO BONpOCaM adbOMHU3MA, I10-
CKOJIBKY OHa COJIEpPKUT OTHOCHUTEIFHO NOPOOHbIE Ae3arpeTUpOBaHHbIE JaHHBIE.

7.  Jluna c anbOMHHU3MOM IIPOXKUBAIOT HA BCEH TEPPUTOPHUH PETHOHA, U HEKOTO PBIC
W3 HUX MPEANOYUTAIOT KUTh B TOPOJAX, I7Ie OHM UMEIOT AOCTYII K 0oJjiee KaueCTBEH-
HBIM CONHMAJBHBIM YCIyTaM M CTAJKHBAIOTCA C OTHOCHTEIHHO MEHBIINM YPOBHEM
crurmarnzanun. B Hamu6un, Ceeppa-Jleone u DcBaTHHU pacpoCTPaHEHHOCTH ajlb-
OMHM3Ma, KaK IPEJCTABISCTCS, BBIIIEC B CEIHCKUX PalOHax, B TO BpeMs Kak B 3UM-
6a6Be, O0bennHeHHOl Pecrrybnmke Tanzanus n FOxHO# Adpuke oHa BEIIIE B rOpo-

nax®.

HopMaTtuBHasi m mosiuTH4yeckasi 6a3za

8. Jlume B HCKOTOPBIX CTpaHaxX HMMCIOTCA CIICHUAJIbBHBIC 3aKOHBI, CTPATECTUU U
MEpPbI, KaCcaromuecs HEMMOCPECACTBECHHO ITpaB JIUIL C aILOMHU3MOM. OI[HaKO BO MHOT'UX
CTpElHaX7 Jmana C aNLOMHU3MOM HaxXogsaTCsAa Mo BaHIHTOﬁ KOHCTUTYLIMOHHBIX HOPM O
PAaBCHCTBC U 3allpCUICHUNU JUCKPHUMUHALIUU, B TOM YUCJIC 11O NPU3HAKAM HWHBAJIUJIHO-
CTH, IIBE€TA KOXHU, I1OJIa U BO3pacTa. OHHM TaK)Ke 4aCTO OXBaThIBAIOTCS 3aKOHOAAT €J1b-
CTBOM B 00JIacTH HWHBAJIUAHOCTH U 3IpAaBOOXPAHCHMUA.

9. B cuiy coueTaHus NyOOKOro HEIIOHUMAaHUS CIIEIU(PUKH aTbOMHI3Ma, HEYMBIII -
JIGHHOTO MCKJIFOYEHUS JIUI ¢ aJibOMHU3MOM M3 cepbl oxBaTa MPaBO3AIIUTHON Jesi-
TEIBHOCTH, CKYJTHOCTH IIEPEIOBOI NIPAKTHKU B 00JIACTH 3alIUTHI NIPaB JINI C ajlbOu-
HHU3MOM M OTCYTCTBHsI KOHKPETHBIX MEp B OTHOIICHHMH JIUIl C aJIbOMHU3MOM OCY-
LIECTBIIEHNE HOPM U CTaHAApTOB B OOJACTH IpaB YeJIOBEKA MOXKET OBITh CIOXKHOM
3ajayeil. B cBsI3U ¢ ATUM HEKOTOpHIE TOCYAapPCTBA-UJICHBI TPUHSUIH MEPHI ISl BKITIO-
YeHUs B MpeJjlaraeMoe 3aKOHOAATEIbCTBO MPSIMBIX CCHUIOK Ha JIUI C alIbOMHHU3MOM.
Ot1o cornacyercst ¢ HOBBIM [IpoTokonoM Kk AQpUKaHCKOW XapTHH INpaB YeloBeKa U
HapoJI0B O MpaBax MHBAIHIOB B AQpHKe, B KOTOPOM OT/IEJIBHO YIIOMHHAIOTCS JTUIA C

B oOmieii ciioxHOCTH OBLIO TONy4YeHO 62 marepuana u3 Auronsl, bennna, bypkuna-®aco,
Bypynnu, I'ansl, I'Bunen, Jlemoxkparuueckoit Pecryonuku Konro, 3am6un, 3umb6adse, KamepyHa,
Kennn, Kor-n’VByapa, Manasu, Manu, Mo3zambuka, Hamu6buun, Hurepa, Hurepuu,
O6beaunennoi Pecnyonuku Tanzanus, Cenerana, Comanu, Creppa-Jleone, Toro, Yraumasl,
OcBarunu u IOxHON Adpuxu.

Hamu6us: Lund and Roberts, “Prevalence and Population Genetics of Albinism: Surveys in
Zimbabwe, Namibia and Tanzania” in Albinism in Africa: Historical, Geographic, Medical,
Genetic, and Psychosocial Aspects, Kromberg and Manga, eds. (San Diego, California, Elsevier,
2018)); ¥Oxnuast Abpuka: Albinism in Africa: Historical, Geographic, Medical, Genetic and
Psychosocial Aspects, Jennifer Kromberg and Prashiela Manga, eds. (Academic Press, 2018));
OcBarnu («MuHEpBay).

7 Awmrona, bypkuna-®aco, bypyuau, I'ana, 3am6us, Kamepyn, Kenus, Manu, Manasu, Hurep,
Hurepus, O6benunennas PecnybOnuka Tan3anus u Yranna.
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anb6uHu3Mom®, TIpsaMoe yoMUHAHME O THLAX C albOMHM3MOM TaKKe ObLIO IIPeIo-
JKEHO B IIpoeKTe 3akoHa ManaBu 00 nHBanmmaHOCTH 0T 2019 roga. AHaTOTHYHBIC HHH-
OHMaTUBEI OBLTH 3apeructpupoBaHbl B [ BuHee, Kennn u Yraume.

10. B HexOoTOpBIX CiydasiX HAUMOHAJIbHOE 3aKOHOAATEIbCTBO, YCTAaHABJIMBAIOLIEE
HaKa3aHHE 3a MPECTYIJICHUS B OTHOWICHUH JHI] C aJIbOMHU3MOM, 00€CTIeUYnBaCT J10-
TIOJIHATEINbHYO 3amuTy. Hanmpumep, YromnoBHbI# Kogekc MaaBu ObLUT TIepeCMOTPEH B
LETSIX BKJIIOYEHMsSI B HETO OoJiee KeCTKUX HaKa3aHWH 3a HalaJeHus Ha JIUI] C albOoun-
HHU3MOM. 3aKOHOJATeNHCTBO Mo3amMOuKka o 60pb0e ¢ TOPTroBiIeH TI0AbMH OXBaThIBACT
TOPTOBJIIO HE TOJIBKO OPTraHAMH, HO M 9aCTSIMH TE€Ja, YTO SIBISIETCS aKTyaJIbHBIM B CHITY
XapakTepa HamaJeHUuH, ¢ KOTOPBIMU CTAJIKHUBAIOTCS JUIA C ATLOMHI3MOM B 3TOM pe-
ruone. [Ipunsartas B 2015 rony HanmonansHas momuTHKa B 001aCTH OKa3aHUS IOpHU-
JUYIECKOM MOMOIIY U MOBBIMEHNS HHHOPMHUPOBAHHOCTH CIIOCOOCTBYET HOBBIIIEHUIO
JIOCTYTIa K IPaBOCYAMIO ISl BCEX, BKIIOYasi HHBAIUIOB.

11. B TedeHue mocieqHEro AECATHUIICTHS MOSBUINCH HAllMOHAIbHBIC TJIAHBI JCH-
CTBHH, cofeprKamiye KOHKPETHBIE MEPHI, CIIOCOOCTBYIOIINE OCYIIECTBICHHUIO IIPAB Ye-
JIOBEKa JINIIaMH ¢ aJIbOMHU3MOM, BKJIFOUast paKTHUECKHe MIaHbl ¥ cTpaTernu B Kenuw,
O60bpennnenHoit PeciyOnmke Tanzanns u FOxHON Adpuke, a Takke IOPHINYECKH
odopmiieHHbIE MIaHBl B Manasu, Mo3zam6uke n Hurepun. Ognako 11st 3¢ (heKTHBHOTO
OCYIIECTBICHHS ITUX INIAHOB HEOOXO0MMa 3HAYUTEIbHAS MTOIIEPIKKA.

OcHOBHBIC BONIPOCHI IPAB Y€JI0BEKa

3anpemenne AUCKPUMHUHAIIUHA

12. Jluua ¢ alpbOMHU3MOM B 3TOM TeoTrpaUueCcKOM PETHOHE CTATKUBAKOTCS C IIH-
POKO pacHpOCTPaHEHHON TUCKPUMHUHAIIMECH U CTUTMAaTH3aluei, B OCHOBHOM IO MPH-
3HAaKaM WHBAJIHUIHOCTYU M I[BETA KOXH, a TAKXKE MO0 TAKUM JIOTIOJHHUT SIIbHBIM TIPU3HA-
KaM, KaK MOJ M BO3pacT. Bo BceX MOMYyYEHHBIX MaTepuaiax JUCKPUMUHAIUS BbIIC-
JIeHa B KauecTBe OJIHOM U3 Hanbolee pacpocTpaHEeHHBIX pobieM. B xone uccieno-
BaHUs, POBe/IcHHOTO B Jlemokparudeckoit Pecyonuke Konro, ObUI0 yCTaHOBIICHO,
4yTO 22 MPOIICHTA JIUI] C AJIbOUHU3MOM CTAIKHBAIOTCS C JUCKPUMHUHAIINCH B CEMbe, B
TO BpeMsl KaKk 66 IPOIIEHTOB, COTJIACHO COOOIICHHSM, TTOIBEPTAIOTCS TUCKPUMHUHAIIAH
B obmecTse B nenom®. I[Iposenennoe B 2018 roxy B Creppa-Jleone obcienoBanue mo
BOIMpPOCaM ajbOMHU3MA MOKa3aj10, 4TO mMouTH 80 MPOIEHTOB OMPOIICHHBIX JIUIL C aJTb-
OUHU3MOM IMOJIBEPTaIOTCS CTUTMATH3AINH, TUCKPUMHUHAIIUH U COI[UAIEHOM U30JISIIUN
B cBoMX oOmmuax'.

13. B OONBIIMHCTBE CTPaH MMEET MECTO O0Iee HEMOHWMAaHUC SIBJCHHS allbOu-
HusMa . ANBOMHM3M 4acTO PaccMaTpUBAETCS KaK CBEPXECTECTBEHHOE SBIIECHHUE:
(dbopma 311a, KIPOKISATHE» WIIH «HaKa3aHUE», HAIO)KEHHOE CBEPXECTECTBEHHBIMU CY-
mecTBaMu. HekoTopele cUMTAIOT, YTO JIMIAa ¢ aJIbOMHU3MOM SIBISIFOTCSI 3apa3HBIMU,
o0yanarenssMi MUCTUYECKUX CHJI, IPHUHOCIIIMMH yJady, TM00 HEel0u4eT0BEKaMH WIH
HemoasiMu. HekoTopble paccMaTpuBarOT UX B Ka4eCTBE JIMI, HE CITOCOOHBIX BBIMOJ-
HATHh YMCTBEHHBIE U (PU3UYECKHE 3a/1a49H, U B KAU€CTBE HEXKEIATEIIbHBIX HHOCTPAHIICB
B UX COOCTBEHHOW CTpaHE MO MPUYMHE UX LIBETa KOKU. DTH 3a01y)KJICHUS TPUBOAAT
K CTaBIIMM HOPMOMW M3/I€BATEIbCTBAM, OCMESIHHUIO, HCIIOJIb30BaAHUIO OCKOPOUTEIHHBIX
CJIOB, TpaBJiie M HaCMEIIKaM Ha yiauie. B HEKOTOPBIX cily4asix OHU CTAHOBSITCS MPU-
YUHOW (pU3HUEeCKUX HanaJeHUH U yOuncTB.

8 Vranna (AQpukaHckas acconuanus alb0MHOCOB ¥ HallMoHaNBHBIN COBET MO JIe1aM HHBAIHIIOB).

9 Jlemokparnueckas Pecny6bnuka Kouro (Muena Teiinopn).

10 Cpeppa-Jleone (Ponn ansounuzma Creppa-Jleone).

1 Awmrona, JlemokpaTtuueckas Pecrmy6nuka Konro, 3um6a6se, Kamepyn, Kenns, Mo3am6uk,
Hurepus, O6benunennas Pecnyonuka Tan3anus, Ceneran, Comanu, Ceeppa-Jleone n Yrauna.
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14. 3awuckiIOYeHHEM HECKONBKHUX CTpaH, B ToM uncie Keanu u O0vennaeHHoit Pec-
nyonuku TaH3aHwusl, TUIA C ATLOMHU3MOM HE 3aHUMAIOT KIIFOYEBbIC FOCY1aPCTBEHHbBIC
JIOJDKHOCTH, U MHOTHE M3 HHX HE yYacTBYIOT B OOLICCTBEHHOW M MOJUTHYECKON
JKU3HHU U B pabOTE MPeJACTaBUTEIbHBIX OPraHOB.

IIpaBo Ha KU3HB

15. Jluna c anbOMHHU3MOM B 3TOM PETHOHE, KaK IPaBHIIO, UMEIOT 0ojee HHU3KYIO
O)KHMJIaeMYIO MTPOJOJDKUTEIFHOCTD )XKU3HU B CHITY MHOTOYHCIIEHHBIX (hakTopoB. K HIM
oTHOCATCA pak koxu; BUY/CIIN/ B criry mud)a 0 TOM, 9TO IOJTOBEIE CHOIICHUS C
JIULAaMH C aTbOMHHU3MOM MOTYT BBIJICYHTH HTO 3a00JIeBaHUE; W BPEAHBIE BUIBI IIPaK-
THK, CBSI3aHHBIE C IIPOSIBIICHUEM BEPHI B KOJIJJOBCTBO, BKIIIOYAsl IPEJICTABICHHUE O TOM,
YTO YACTHU TeJa JII0EH ¢ allbONHU3MOM MOTYT IIPUHECTH YCIIeX U yaady.

16. B pesymprare 3a moclenHee OecsaTUIIeTHe B 28 cTpaHaxX peruoHa OBUIN 3aperu-
CTPHPOBAHBI COTHH CIIy4YaeB HallaJeHUH U JPYTUX CBS3aHHBIX C HUMU IIpaBOHapyIIIe-
HUH, TaKWX Kak yOWiicTBa, HAHECEHHE yBEUMH, PUTyaJIbHble M3HACHIIOBAHUS, J1ETO-
yOUICTBO, TOPTOBIISI JIOABMH, OPTaHAMH W YacTAMH TeJa, a TAK)KE PACXUIIECHUE MO-
run’?, [1lupoko pacpocTpaHEHO MHEHHE O TOM, YTO YHMCIIO TAKUX NPECTYIUIEHUH yBe-
JUYUBACTCS 110 Mepe MPUOIMKEHUSI TIEPHOAO0B BEHIOOPOB, KaK 3TO MpoucxonuT B Ke-
HuH, Manasu®, O0beANHEHHOT PecrryOnuke Tan3anus u Yraume.

3nopoBnbe

17. Pak KOXH SBISIETCS caMOi 3HAYUTEIIHHOI POo0JIeMOil B 00JIaCTH 300POBBSI: 3HA-
YUTEIHHBIA YPOBEHB CBSI3AHHOW C HUM CMEPTHOCTH JIUI C aJIbONHU3MOM BO BCEX BO3-
PAaCTHBIX T'pYIIIax PEeryaspHO TOBOAUTCS 10 CBeAeHUsT He3aBucuMoro sKkcnepTa u 4a-
CTO YIIOMHUHAETCSI B HECKOJIBKHX MOYYEHHBIX MaTepraiax. Ba)kHO OTMETHTB, 9TO pak
KOXKH TIpeJicTaBisgeT coboit popMy paka, KOTOpas B 3HAYUTEIbHONW CTETICHH ITOI1aeTCs
poMIaKTHKE W, KaK IPABUIIO, XOPOIIO pearnpyeT Ha JeUYeHHe B cllydae paHHEH Tu-
arHoCTHKH. TeM He MeHee NuIa C aTbOMHU3MOM B 3TOM PETHOHE, OCOOCHHO B CEJb-
CKUX palOHax, CTaIKHBAIOTCA C 3aTPYAHEHUSIMU MPHU MOIYUYEHHH JOCTyNa K MEOu-
LIMHCKUM TOBapaMm M yciyram B neinoM. B O6veaunennoit Pecniyonuke Tanzanus, o
OIIEHKaM, JINIIb 42,7 MpoLeHTa JIHI] ¢ aJIbONHU3MOM, )KMBY IIMX BO BPEMEHHBIX IPH-
I0Tax, IpeIHa3HAYE€HHBIX JJIs UX 3alIUThI, B TOM 4ucie B «byxanrus» u «MuTuHao»,
Y UMEIOT TOCTYT K OOIIMM MEAUIIMHCKAM yCiyram 4,

18. Bo MHOrmx crpaHax JOCTYIy K OOIIEMY M CHEIHAIU3MPOBAHHOMY MEIAMIMH-
CKOMY OOCIIY>XMBaHHIO B IIEJISIX NMPOQUIAKTUKN paKka KOXH HEPEAKO INPEMITCTBYIOT
HHUIIETa W coluaibHas n3omsinusa. K dumciy Apyrux mpensiTcTBUil OTHOCATCS OTCYT-
CTBHE U JOPOTOBH3HA COJIHIE3AIIUTHBIX CpeAcTB. OTCYyTCTBUE MPABUTEIbCTBEHHOU
TTOJIEPKKH WHTErpalliy JINI ¢ aIbONHU3MOM B OOLIYIO CHUCTEMY 31paBOOXPAaHCHHUS
TaKXe Cepbe3HO MO/IPHIBACT OCYIIECTBICHHUE MTPaBa Ha 30POBbE JINIIAMH C AILOMHM3-
MoM. B Tex ciydasix, Korjja AMarHoCTHKa M JICYCHUE PaKa KOXHU IIPOBOASTCS, HE0OXO0-
JIUM KECTKHI KOHTPOJIb CO CTOPOHBI MIPABUTENIBCTBA JIJISI OLIEHKH CTEIeHH MX 3 dek-
THUBHOCTH — BA)XHOTO yCJIOBHSI peaT3aluy IIpaBa Ha HAMBBICIIWH JOCTHXXUMBIN ypo-
BEHbB 3/10POBBSL.

19. B HCKOTOPBIX CTpaHaX UMECT MECTO HEAOCTATOUYHOC MOHUMAHUC SABJICHUA allb-
OMHH3Ma TaKXKe cpeau caMuXx JivI € ansOuan3MoM. O0 3TOM CBUACTCIBCTBYCT IIU-
POKO pacripoCTpaHCHHAsA CPpCaU JIUI C alILOMHU3MOM (B 0COOCHHOCTH B CEJILCKHX paﬁ-
OHaXx, ra€ HE XBaracT CHCHI/I&J’II/ICTOB) y6€)KI[eHHOCTI) B TOM, 4YTO HOPCAPAKOBBLIC

12 Cwm. https://www.underthesamesun.com/content/issue.

13 CM. coobuienue B aapec Manasu, URL:
https://spcommreports.ohchr.org/TMResultsBase/DownLoadPublicCommunicationFile?gld=24323.

4 O6benunennas Pecny6nuka Tansanus (OOGmuHHEBIN peabunuTanuoHnbiii nenTp Kaparse).
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00pa3oBaHUs ABIAIOTCS HOPMAIBHBIM SBICHUEM IPU albOMHU3ME WIIU MPOSBICHUEM
amteprun™®. B cBA3M ¢ 5TUM MHOTHE JIMIA C aTbOMHA3MOM HE OOPaIIaloTCs 32 MEIU-
IMHCKOH MTOMOIIIBIO 10 TEX IOp, ITOKa 00Je3Hb HE JOCTUTHET MO3AHEH CTaauu.

Oopa3zoBanue

20. Hwumera sBIIETCS OJHUM U3 OCHOBHBIX NPEMATCTBUH A MONydeHUsT 00pa3o-
BaHMsI, TOCKOJIBKY JI€TH C allbOMHU3MOM YacTO HE MOTYT ITO3BOJIUTH cebe HeoOXonu-
MBbI€ BCIIOMOTaTeIbHbIE YCTPOHCTBA, 00yUYCHHE U 0Ky, 3alIUIIAIONTyI0 OT COJTHEY-
HBIX Jydel. DTO B COUYETAHHUH C IPYTUMH (HAaKTOpaMH, O KOTOPHIX TOBOPUTCS HHXKE,
3a4acTyI0 MPUBOANT K BEICOKOMY IPOIEHTY BBIOBITHS N3 YUEOHBIX 3aBEACHU H.

21. B HEKOTOpHIX CIydasX POAUTENHM OTKA3BIBAIOTCS! OTAABaTh AETEH B IIKOIY WIIU
OTHAIOT MX B IIKOJIy B O0JIee O3AHEM BO3pacTe, Omacasch HalMaJIeHUH U Mpeapaccy-
KOB WJIH TTEPEXUBas 10 MOBOAY CIIOCOOHOCTH CBOMX JA€Teil K 00y4eHNI0, a TAK)KE CTa-
pasich u30exaTh IyCTOM TPaThl CPEACTB, IIOCKOIBKY Oymyliee peOeHKa 0CTaeTCs MO
BOIIPOCOM BBHUAY CYIIECTBYIOIIMX B o0OmiecTBe mpenpaccynkoB. B Bypkuna-®aco
0Kko110 30 MPOIIEHTOB JIEBOYEK C aTbOMHU3MOM HE OKAHYMBAIOT HAYAJIbHYIO KONy 6,
a B BypyH/i1, COMIIacHO COOOUIEHHAM, OKOJIO 56 MPOIEHTOB GpocaroT mKomy Y.

22. B kiaccax 3a4acTyro CJIHMIIIKOM Majio HJIM BOBCE HET HAJUICIKANIUX YCIOBUIN st
JIUI C ATLOMHU3MOM, TAKHX KaK HAJHYHe BCIIOMOTATEIbHbBIX YCTPOHCTB M MAaTEPHUATIOB
JUISL YTEHHS C UCIIOJIB30BAaHUEM KPYITHOTO mpudTa, a TaKKe MpeI0CTABICHHUE OO0~
HUTEILHOTO BPEMEHU B XOJe 3K3aMeHOB. B xoze oOcnemoBanwusi, IPOBEICHHOTO B
Creppa-Jleone, 57 MPOIEHTOB PECHOHACHTOB IIKOJIBHOTO BO3pacTa 3asBIIIH, YTO UX
LIKOJIbI HE MPEAOCTABISIOT UM HEOOXOJAMMOW MOAMEPKKUA U HE CO3/aI0T YCIOBHUH, C
TeM 4TOObI OHUM MOIIH MOJIYYaTh JOCTYI K 00pa30BaHMIO HapaBHe ¢ Apyrumu'®. Dto
HEPEIKO MPUBOJUT K HU3KOW YCIIEBAEMOCTH M YKPEIUICHHIO MPEAPACCYIKOB OTHOCHU-
TEIBHO CIIOCOOHOCTH JIWII C albOMHU3MOM K OOYyYEHHUIO, YTO emle OoibIne crmocoo-
CTBYET HU3KOH CaMOOIICHKE U CHUIKEHUIO 11EJICyCTPEMIICHHOCTH.

23. VYwuurens 3a4acTylo HE 3HAIOT, HE MOTYT MJIM HE XKeJIAIOT YIOBIETBOPSTH IIOTPEO-
HOCTH y4YalIuXxcs-aJIbOMHOCOB UJIM HE TPATIAT BPEeMsl, HEOOXOUMOE JUJIsl CO3TaHMs s
HUX 0a30BBIX YCIIOBHH, 4TO TPeOyeT JIMIID HEOOIBIINX PACXOA0B WM HE TPeOyeT nx
BOBCE, HAIPUMEP HE MO3BOISIOT YUalIUMCSI KOMUPOBATH CBOU 3aIUCH.

24. Z[CTI/I B IIIKOJIC TAKXKC CTAJIKHBAKOTCA C U3ACBATCIILCTBAMH, HACMCIIIKAMH, JUC-
KpPIMPIHaIIHefI u CTHFMaTHBaHHGﬁ CO CTOPOHBI KaK CBOUX CBEPCTHUKOB, TaK U PEIIO-
naBaTenef/'I. ]_'[pyrI/Ie ydqanuecd MOTYT OTKa3bIBAThLCA UTPATh C ICTbMHU C aHB6I/IHI/IBMOM,
HWHOTAAa MO NpHuKazy CBOUX pO}_'lI/ITeJ'IeI\;I WJIN B CUITY YKC CYHICCTBYIOIINUX COLNUAIBHBIX
apeapacCyakoB.

3aHATOCTD M 10CTATOYHBIH ’KU3HEHHBI YPOBEHb

25. Z[OCTyH K 3aHATOCTH ABJIACTCA HpO6J’I€M0ﬁ JJIs JIAIL C aIL0MHH3MOM B PETrUuoOHe.
HPEHHTCTBI/ISI B obnacTu O6pa3OBaHI/I$I 3a4acCTyYIO MPpUBOJAT K OTCYTCTBUIO KBaJ’II/I(l)I/I-
Kalluu 1J1d IMOJIY4YCHUA pa60T1>1 B IIOMCIICHUAX. Mpmuorune Jina ¢ aNEOMHU3MOM pa60—
TAlOT Ha OTKPBITOM BO3YyXE Ha (bepMaX WA MPOJAAr0T CBOW TOBAPbI HA PbIHKAX, /1€
OHHU CTpaAaroT OT BOSﬂeﬁCTBHH COJIHIIAa U CTAJIKMBAKOTCA C MOBBINICHHBIM PUCKOM pa3-
BUTHUA paKa KOXH. OTCYTCTBI/IC pa3yMHOTO HpI/ICHOCO6J'ICHI/I$I paGoqeﬁ CpCabl TAaKXC
MOKET OBITh OIIaCHBbIM, HATPUMCEP B TCX ClIyHdadX, KOrga OTCYTCTBYCT TUOKHUI noaxon

15 Mozam6uk («L3i1 TPU NPOIKEKT ).

16 Bypkuna-®aco (Acconuanus Bypkuna-daco mo MHTErpaluy IuIl ¢ aTbGUHA3IMOM).
Y Bypynau (accomuanus KeHIIUH-ans6ua0coB bypynau «Hamexma»).

18 ®onp ans6unusma Coeppa-Jleone.
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K paboTe B HOUHYIO CMEHY, YTO B HEKOTOPBIX CTPaHaX IMOBBIIIAET YSI3BUMOCTH IEepen
HalaJeHUsIMH.

26. Kpome Toro, paboTromaTenu WX MOTCHIUAIBHBIE PaOOTOAATENN YaCTO MPOSB-
JSAIOT JUCKPUMHUHALMIO B OTHOIIGHUU JIMII C aIbOMHMU3MOM, CTUTMATHU3UPYS UX Kak
JoIed Xy/IIIero copTa HIIM HEKOMITIETEHTHBIX HIIM Kak JIUL, QU3HYecKoe IPUCYTCTBHE
KOTOPBIX MOXKET OTIHYTHYTh MOTCHIHAIBHBIX KIUCHTOB.

27. B apyrux cmydasix, 0COOCHHO Ha YACTHBIX NMPEANPHUITHSIX, pAOOTHUKH C albOu-
HH3MOM BCEX IOJIOB IIOJBEPTralOTCA CEKCYaJbHBIM JIOMOTATEIbCTBAM U PUTYAIbHBIM
M3HACWJIOBAHHSM CO CTOPOHBI paboToaarenell BBULy YOSKIEHHOCTH B TOM, YTO TaKHE
JIeHCTBHS IPUHOCST OOTaTCTBO M ynady B Ou3Hece.

28. Jlnna c anbOMHMU3MOM, 3aHUMAIOIIHECS] CBOMM COOCTBEHHBIM OM3HECOM, TaKXe
CTaJKHUBAIOTCA C AMCKPUMHHANMEH, OCKOJIBKY IMOTEHIHUAJIbHbIE KIMEHTHl HE XOTSAT
COBEPIIATH IMOKYIIKH y JIfoAei ¢ anpomam3MoM. 1o mprunne npeobiamaromnieit 6e3pa-
OOTHIIBI JINIIA ¢ ATbOMHNU3MOM HCITBITHIBAIOT TPYZAHOCTH B MOIYYEHUHN JOCTYIIA K Kpe-
autaM. OHU Tak)Ke yTpaunBarOT KpaiiHe Ba)KHbIE BOBMOKHOCTH ISl TIOTyYEHHUS KaIlH-
Tajla B CIydasiX, KOTJa YiICHBl UX CEMbH JINIIAIOT UX HACIEICTBA 110 IIPUYNHE UX CO-
CTOSTHHSL.

29. B cBs3m ¢ 5TUM MHOTHE JIAIA C ATLOMHU3MOM JKHBYT B YCIOBUSAX KpalHEH HH-
meTsl. B Yrange nuna ¢ anbOMHN3MOM, Kak ObUIO YCTAHOBJICHO, Yalle BCeTo OemHee
JIWIL, TPOXXUBAIOIINX B CENIbCKUX paiioHax. B Tex cmydasx, Korma CymIeCTBYIOT BaXK-
HBIE COIMAJIbHO-Y)KOHOMUYECKHE MPOTPaMMBI HUIH YCIYTH, B TOM YHCIIE TOCOOHS 10
COIIMATLHOMY OOECIIEYEHHIO B CBSI3M C WHBAJIHMIHOCTHIO, JINLA C aJIbOMHU3MOM HE
3HAIOT, KaK MOJIYIUTh K HUM JOCTYII.

JocTyn k npaBocyamIo 4 CpeAcTBAM NPABOBOI 3a1LUThI

30. K mpemsiTCTBHAM AJIsL JOCTyNA K MPABOCYIHIO OTHOCSITCS KyJIbTypa 3aMalduBa-
HUS, CBSI3aHHAS C TIPOSIBJICHUEM BEPHI B KOJIIOBCTBO, (PMHAHCOBHIE Oapbepbl U 00sS3Hb
perpeccuii co CTOPOHBI POJCTBEHHHMKOB WM WICHOB OOIIMHBI B TEX CIydasX, KOoTaa
HaraJeHrue COBEPIIACTCS OTHUM U3 WICHOB CEMbH MITM YBa)Ka€MbIM WJICHOM OOIIHMHBI.
Cy1iecTBYIOT Tak)Ke MPENsiTCTBUS, CBA3aHHBIE C OTCYTCTBHEM IPAaBOBOW I'PaMOTHO-
CTH CPEIH JHI] C aJIbOMHU3MOM, BKJIIOYasi HETIOHMMaHKe Cy/eOHBIX MPOLenyp U OT-
CYTCTBHE JOCTyMNa K nH(opmaiuu, o0pa3oBaHHUIO U NPO(eCcCHOHAIBHON IMOATOTOBKE.
3aHmKeHNe JaHHBIX U HU3KWH YPOBEHb KOHTPOJISI M MOCJIENYIOMEH NesATeIbHOCTH CO
CTOPOHBI KaK TOCYAapCTBEHHBIX, TaK U HETOCYAapPCTBEHHBIX CyOBEKTOB TaKKe SIBIIS-
10TCs cephe3HbIMU npodiemamu (cM. A/HRC/40/62).

IlepenoBas npaKkTUKa

31. Ycnemnsle HHGOPMAITMOHHO-TIPOCBETUTEIBCKUE MEPONIPUATHS Ha HAIIMOHAIb-
HOM YpOBHE, B TOM 4YHUCJIe MyOIMYHOE OCYXICHHE MOJTUTUYECKUMH JeSATEIsIMU Hara-
JIEHUH Ha JUI ¢ aTbOMHU3MOM, a TaK)Ke IMPOBEJCHUE 0TMEUaeMoro 13 HIOHS KaXKIbIH
rog, MexayHapoIHOTO JIHS pacnpocTpaHeHus uHpopmanuu o0 anbOMHH3ME, yupe-
)k aeHHoro ['eHepanpHOlt AccamOrneeii B 2014 romy, ciocoOCTBOBAIM MPOCBEIICHUIO
001IeCTBEHHOCTH I10 BOIIpocaM aibOMHM3Ma B pernoHe. bonee mojaoBuHbI cTpaH pe-
THOHa COOOIIMIIM O TOM, YTO OHUM OTMEYAIOT 3TOT J€Hb, IPUMCHSIS IIUPOKUN CIIEKTP
KaK TPaJAWIMOHHBIX, TAK U HOBAaTOPCKHUX IMOAXOA0B. Takue KaMImaHuu, Kak cooOma-
€TCsl, CITOCOOCTBOBAIM CHI)KEHHIO YHCIIa PETHCTPUPYEMBIX ClTydacB HalaJeHHs B He-
KOTOPBIX CTpaHax, B ToM uucie B Kamepyne, Kor-n’UByape u O6benunennoii Pec-
nyonuke TaHzaHwus.

32. HoBaropckas MHHLIMATHBA 10 NPOBEACHUIO KOHKYPCOB KPacOThl, U3BECTHBIX B
Hapoje Kak «MucTep ¥ MHCC aIbOMHOCY», PaCIPOCTPAHMIIACH IO BCEMY KOHTHHEHTY
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I11.

B KaueCTBE IMMONYJISIPHOTO MHCTPYMEHTA IPOBEACHHUS HH(POPMAILIHOHHO -Pa3bsICHUTEIb-
HOU paboOTHI.

33. Yro xacaeTcs 3aHATOCTH, TO B psile CTpaH, B TOM uyuciie B 3umbadBe, Kennn,
O6benunennoi Pecry6nmke Tanzanns u KOxHON Adprke, CYyIIEeCTBYIOT IPOTrpaMMBI
MO3UTHUBHBIX JEUCTBUM I8 HaliMa MHBAJIHMIOB, BKIIOYas JHI[ C adpbouHu3MoM. JIuma
¢ anmpOMHNU3MOM OBLIH Ha3HAUYCHBI Ha BBICOKHE TOCYIApCTBEHHBIE M OOIICCTBCHHEIC
nokHoCcTH B Kennn, Mamasu, O0senquaerHoi# Peciryonmke Tanzanus u FOxxHOM Ad-
puKe.

34. C 2013 roma mpaBuTEeNhCTBO KeHNU BRIICISICT €KETOMHBINA OFOKETHRIN QOHA B
pa3mepe 100 MiH KeHUHCKHX MIIITAHTOB (mouTh 1 MiH moiut. CIIIA) cmermanbpHO
mns nun ¢ anbOmamsmMoM. B Kor-m’MByape rocymapcTBeHHas MOJUTHKA IO COIH-
aTbHO-TIPO(EeCCHOHANBHON HHTETpalluy o0ectedruia HaeM 18 auil ¢ anbOMHI3MOM Ha
TOCYIAapCTBEHHYIO CITYXKOY.

35. B ManaBu BEIACHSIOTCS CYOCHIUH HA OXPaHy JTOMOB JIHI] C aIbOMTHU3MOM B Ka-
yecTBe 3ammuTHON Mepol. B OO0benmueHHo# PecmyOnmuke TaH3aHWS CcOKpalieHHE
YHclia 3apeTrUCTPUPOBAHHBIX HaMaJIeHU OOBICHACTCS IEPEBOAOM JIHI] C albOMHU3-
MOM BO BpEMEHHBIC MPHUIOTHI, XOTS TeIeph HEOOXoanMa UX TIIAaTelIbHAs PEHHTETpa-
1 B 00IIECTBO.

36. B Manasu u HamMmuOuu coHIE3aIUTHRIEC CPECTBA BKIIIOYCHBI B COCTABIIAEMBIN
MuHHCTEPCTBOM 3APaBOOXPAHEHHUS NIEPEUYCHb OCHOBHBIX JIEKAPCTBEHHBIX CPEACTB, a
B OompHHIax FOxHOW Adprku conmHIE3alIMTHBIE CPEACTBA BHIAAIOTCA Ha 0E3BO3-
Me3aHOH ocHoBe. [Iporpamma npon3BoACTBa M pACTIPOCTPAHEHHSI TpeTapaToB s Jie-
YeHHUs paKa KOXKH OCYIIECTBISETCA TPyNIaMHu I'pakJaHCKoTo obmecTBa B O0benu-
HeHHO# PecrryOnuke TaH3aHUSA B COTPYAHUYECTBE C IPaBUTEIECTBOM. B ['aHe nmeto-
meecs B M300MIIMM MECTHOE MAaciio M3 CEMSH JepeBa IIH HCIIOIb3YeTCs IS MIPOM3-
BOJICTBA COJIHIIE3AIINTHBIX CPEICTB.

37. B pamkax ycwmiwmii 1o 00ps0e ¢ BpeAHBIMU OOBIYasiMH, CBI3aHHBIMU C TIPOSIBIIC-
HHEM Bephl B KoiIgoBcTBO, OO0benmHeHHas PecnyOnuka TaH3aHus BBela 00s3aTeib-
HYIO PETHCTPAIIUIO BCEX JIHUII, 3aHUMAIOIIUXCS TPATUITMOHHON U aIbTepHATUBHON Me-
nunuHo# (cm. A/HRC/37/57/Add.1).

A3uarcko-TuxookeaHCKHH peruoH

38. HeszaBuCHUMBIN SKCIIEPT OTMEYAET CEPhE3HYI0 HEXBATKYy NaHHBIX, KAaCAIOIIMXCS
MpaB JHIl ¢ aIbOMHU3MOM B A3uaTrcko-TuxookeaHckoM pernone. OHa MOJIydusaa Tpu
matepuana u3 Actpanuu, Slmonun u HoBoil 3enannuu, KOTOpbIe Hapsay € €€ co0-
CTBEHHBIMH BBIBOZAMH TI0 wuToraM mnocemeHuss ®uwmku B 2017 romy
(cm. A/HRC/40/62/Add.1) u apyruMu ncclieIOBaHUSAMHE IMOCITYKUIN HCTOYHHKOM HH-
JKETIPUBEACHHON HH(POPMAIIUU 110 3TOMY PETHOHY.

39. CornacHo cooOIIeHUM, KaK B CTpaHax A3HH, Tak U B CTpaHaX THXOOKEaHCKOro
peruona HaOJIOMAIOTCSl Pa3HbIe YPOBHU PaclpOCTPaHEHHOCTH alibOnHM3Ma. B Slmo-
HUM TOT HOKa3arens cocTasiseT oT 1 Ha 7900 1o 1 na 27 000 uenosex®®. ITo ABcTpa-
JIUHU Oq)I/IL[I/IaJ'lI)HI)Ie JaHHBIC OTCYTCTBYIOT, OJHAKO IO OLCHKAaM OpTraHH3allhuu I'paxK-
JTAHCKOTO 00IlleCTBa B CTpaHE >XMBET NMPHUMEPHO OIHMH YEJIOBEK C albOMHHU3MOM Ha
kaxple 700 sxureneii?’. Hopas 3enanams cooOLmiIa 0 TOM, 4TO paclpOCTPaHEHHOCTh
3TOro sABJEHUs cocTapnseT 1 Ha 16 000 yenosek?.

9 Adnonus (AnoHckas ceTh anbOMHM3MA).
20 ApcTpanus (ABcTpanumiickoe 6paTCTBO ambOHHU3MA).
2l Hogas 3enanaus («DI6MHU3M TPacT»).
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40. B xome mocemenus @umku B 2017 rogy He3aBucumeblil skcrept y3Hama, 4To
THUXOOKeaHCKUH PETHOH, BO3MOXXHO, UMEET OJIUH M3 CaMbIX BEICOKHX B MUpE ITOKa3a-
TeJei pacpoCcTPaHEHHOCTH ATbOMHN3MA — TOJIBKO JIMIITH C TIIA30KOKHBIM aTbONHH3-
MOM BTOPOTO THIIA )XUBET Npudmu3utensHo 1 u3 700 gemoBex.

41. B otcyrcTBue opunuanpHeIX JaHHBIX WHpOopMamonHbIil nenTp OpraHu3anuu
O60nequuenasix Hanmit mo Munuu u Bytany onenuBaer, uto B IHAMN HaCYUTHIBACTCS
okosio 150 000 surr ¢ ans6unuzmom??. B Kutae B JIOKYMEHTAJIBHOM (DUIIBME, CHITOM
npu noaaep>kke Kuraiickoit opraau3annn ans0MHN3Ma, ObliIa TPUBEAEHA OLIEHKA, CO-
TJIACHO KOTOPO# B cTpaHe mpoxkusaeT 90 000 w1 ¢ anbOMHN3MOM, a TeH albOnHN3Ma
umeerca y 1 u3 65 yenosek, unu y 20 MIIH 4eJIOBEK.

42. B nomydeHHBIX MaTepHaliax OTMEYAeTCs, 9TO JUIA C ATbOMHN3MOM pa3OopoCaHbl
110 Pa3IUYHBIM CTPaHaM U IPU 3TOM OTCYTCTBYET YETKOE pacipeleseHne TaKuX JIHI]
110 TOPOACKHM M CENbCKUM paifoHam. Ha dumxu B HEKOTOPBIX pailoHax, Kak Ipen-
CTaBIIsIE€TCS, aIbOMHU3M PacIpOCTpaHEeH B OOJNBIICH CTEIIeHH, a UMEHHO B TaKHX 00-
IUHAX, kak bya Ha ocTpoBe Banya-JleBy, KannaBy-HaBoca, Pesa u CaBycasy.

HopMaTtuBHasi m mosiuTH4yeckasi 6a3za

43. [IlpaBa nun ¢ anbOMHU3MOM, KaK MPaBUIIO, 3alIUIIAIOTCS KOHCTUTYIUSMH, ra-
PaHTUPYIOIIUMHU PAaBEHCTBO U AOCTYMN JJIs MHBAIUIOB, a TAK)Ke CIEIUaJIbHBIM 3aKO-
HOAATEIbCTBOM 10 BOIIPOCAM MHBAJIUJIHOCTH, 3APAaBOOXPAHEHUS, 3aHATOCTH, CTPOHU-
TENBHBIX HOPM U TIPABUII U JIOCTyIa K MpaBoBoil cucteme?®, Hanpumep, nuna ¢ anb-
OWHHU3MOM 3allUIICHBI B COOTBETCTBUH ¢ 3aKOHOM ABcTpanuu 1992 roma o 3amperne-
HMM AUCKPUMUHALINYU MO MPU3HAKy MHBaJIUAHOCTU U 3akoHoM Pumxku 2018 roma o
NpaBax MHBAJINUJIOB.

OcHOBHBIE BOIIPOCHI IIPpaB Y€/JI0OBEKa

3anpemeﬂne AUCKPUMHUHAIIUHA

44. B Kwurae, KaKk npeacTaBiIseTCs, UMEET MECTO HEIOCTATOYHAsI OCBEJOMICHHOCTD
0 JIMIIaX ¢ albOMHU3MOM, B OCOOCHHOCTH B CEILCKUX pailoHax, e JInila C aTbOuHU3-
MOM H3-3a CBOET0 BHEIIHETO BUJa CTAHOBSTCS >KEPTBAMU MPEIPACCYIKOB U TUCKPHU-
MHUHAIIUHU.

45. CsuuerenbcTBa, MojgyueHHble U3 Mymb6as (Muaus) yka3plBalOT Ha TO, YTO JIUIIA
¢ abOMHU3MOM, KaK MPaBUJIO, PACCMATPHUBAIOTCS KaK MPOKIATHE, a B SIMOHUU OHH,
COMJIACHO COOOIIEHUsM, CTPAJaloT OT MPEAPACCYIKOB U CTEPEOTHIIOB. B HEKOTOPBIX
CllydasiX MX MPUHUMAIOT 332 MHOCTPAHIEB MJIM CUHUTAIOT «HaHkaMu»?*, Kpome Toro,
KaK cooOmIaeTcs, roCylapCTBEHHBIE BIACTH, a TAKKE PYKOBOJACTBO IIKOJ U Haudallb-
CTBO Ha paboTre TpeOYIOT OT HUX KPACHTh CBOM BOJIOCHI B YEPHBIH LIBET, C TEM YTOOBI
COOTBETCTBOBATH MPEJICTABJIECHUIO O TOM, KaK JIOJI’KEH BBITIISIET ATOHEN %,

46. B ApcTpanuu anbOWMHU3M paccMaTPUBAECTCI B OTHOCHUTEIHHO TMO3UTHBHOM
KJII04Ue, TOCKOJIBKY JIIOJIM, KaK MPAaBHIIO, MPOSBISIOT JIIOOOMBITCTBO U XOTST Y3HATh
6outbirie 00 3TOM cocTostHuU. KpoMe Toro, HEKOTOpBIC JIHIla C aTbOMHU3MOM HE BbI/IC-
JISIIOTCS, TaK KaK B CTPaHE CYIIECTBYET OTHOCHUTEIBHO OOJIBIIIOE YHUCIIO JTIOJEH C J10-
BOJIbHO HU3KOM CTEIEHBIO MUTMEHTAIIUHN UJIM CBETIOH Kokek. Tem He MeHee AEeTH M3 -

22 United Nations Information Centre for India and Bhutan, International Albinism Awareness Day,
9 June 2016.

23 Apcrpanus (ABcTpanuiickoe 6parcTBo ansounuzma). Cm. A/HRC/40/62/Add.1.

% gnonus (SImoHcKas ceTh aTbOMHU3MA).

% Tam xe.
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3a CBOCH BHEIIHOCTH MHOTIA OoABEPTaOTCA U3AE€BATEIBCTBAM, a4 U3-3a IIJIOXOTO 3pe-
HHUS OHHM HCKIIIOYCHBI M3 COIHMATbHOM JACATCIIbHOCTH, BKJIXOYasa CHOpTze.

47. B Hogoit 3emananu anp0MHN3M paccMaTpUBaeTCs KaK HaclleICTBEHHOE 3a00re-
BaHHE M OTCYTCTBYIOT 3apEerUCTPUPOBAHHBIC CIIy4Yan CTUIMATHU3AIUN WU JUCKPUMU-
Hanuu. OJHAKO MOXET CYIIECTBOBATh I[UKII CThIJIa, TOPHUIIAHKS 1 BUHBI, CBSI3aHHBIN C

JUATHO30M albOMHM3MAa?,

48. B HMuauu u Kurtae guckpuMuUHaUUs U CTUTMaTHU3alUs MPOUCTEKAIOT U3 OTCYT-
CTBUS 3HAHWUHA U U3 ITUPOKO PacIpOCTPAaHCHHBIX 320y KACHUNW OTHOCHTEIBHO aah0u-
HU3Ma. Takue 3a0IyXIeHUs TOAMUTHIBAIOTCS TEM, YTO JIMIA ¢ aTbOMHU3MOM OYEHB
CHJIBHO BBIJEIISIOTCS M3-3a CBOEro I[BETa KOKM W BHEIIHOCTH — JIJIS OOJIBIIMHCTBA
HaceJeHHUs XapakTepHa Ooree BBICOKAasl CTeNeHb MUTrMeHTanuu. Kpome Toro, ObLIH
3apEeruCTPUPOBAHBI CIydaW OCTaBJICHUSA ACTEH M PacTOpKeHUS Opaka B pe3yibTare
POXICHUS aTLOMHOCOB.

49. Ha ®umpku nuna ¢ anbOMHU3MOM YacTO YYBCTBYIOT Ce0sl H30JIMPOBAHHBIMHU OT
obmecTBa. s HEKOTOPBIX M3 HUX MPOTYJIKa M0 TEPPUTOPUU CBOEH OOIIHMHBI U yda-
cTHE B OOIIECTBEHHOW JEATENbHOCTH MPEACTABISIIOT COO0H HENMpOCTYIO 3a/aa4y, Mo-
CKOJIBKY OHH YaCTO ITOJIBEPTalOTCs U3eBaTEILCTBAM U HaCMeIKaM. J[Jis TeX, KTO Ku-
BET B CEJIbCKUX palloHaX U JACPEBHSX, aXKe HOLICHHUE IUISIIBI U COMHIE3AIIUTHBIX 0Y-
KOB B IIEJISIX 3AIIUTHI OT COJHIIA MOXET B CHUJIY CYIIECTBYIOIIUX O0bIUAEB pacCMaTpH-
BaThCs Kak HemogooOaromiee conmaiabHoe moBemenue (cm. A/HRC/40/62/Add.1). B
SINOHUYU M30NSANMS U JUCKPUMHUHAIMS WHOTJA MPUBOISAT K TOMY, YTO JIMNA C anbOu-
HU3MOM OT O€3BBIXOJIHOCTH MPUHUMAIOT OMpPE/IClICHHbIE HEeXelaTelbHbIE CUTYAIUH,
KOTOpBIE OHH B MPOTHBHOM CJIy4yae He MPHUHsUIH Obl, B TOM unciie B chepe oOpa3zoBa-
HUS, 3aHATOCTU U Opaxa.

3nopoBnbe

50. OdranpmMomoTHUECKNE YCIYTH U YCIYyTH 110 YXOAY 32 KOKei B TaKHWX CTPaHaXx,
kak ABctpanus U HoBas 3enanaus, 0OBIYHO pacnpoCTpaHEHbl U SKOHOMHYECKH J10-
ctynHsl (Tam xe). Ha octpoBax Tuxoro okeaHa, Kak IMpaBwJIO, CUTYalHUsI OTJINYAETCS:
OpraHu3aluy, OKa3bIBalOIUe FOCYAapCTBEHHBIE YCIYTH, 31€Ch 3a4acTy0 OCTPO HYX-
JlaloTcA B pecypcax u nogaepxke. Kpome toro, Ha octpoBax Tuxoro okeana, a Takxke
B SIMOHWYN MaJIO MITH BOBCE HET CIEI[HATNCTOB, 001aal0INX SKCIEPTHBIMU 3HAHUSIMHU
B 00y1acTH a1b0MHU3MA, B TOM YHCie B cepe okazaHus 0()TaIbMOJIOTHYECKOH U J1ep-
MAaTOJOTHYECKON MOMOIIIH.

51. B ABcTpanuu mHOTAA HAOIOMAOTCA (PMHAHCOBBIC U reorpad)MuIecKue MmpersT-
CTBUS Ha IMyTHU JOCTYIIA K JSPMATOJIOTHISCKONW M 0 TaIbMOIIOTHYecKoi momomn. Ha
OUHKN TOMOTHUTEIBHBIME OapbepaMu, MPEMSITCTBYIOIINMU TOCTYIY K MEIHIUH-
CKOMY OOCITY>KUBAaHHIO IS JIUI] C allbOMHU3MOM, SBISIOTCS reorpaduueckoe pacio-
JIOKeHUe, cinabas WHOOPMHUPOBAHHOCTh W HEAOCTYHNHOCTH yciayr. HaOmromaercs
Tak)Ke OTCYTCTBHUE IICHUXOJOTHYCCKOW MOANCPKKH, HANPABICHHOW Ha YKpEIUICHUE
YBEPEHHOCTH B CBOMX CHJIaX W PaCIIUPEHUE MPAB U BO3ZMOXKHOCTEH, KOTOPHIE SBIIS-
FOTCSI OCHOBOM TSI CAMO3AIUThI U 3HAHWI B 00JIaCTH IpaB YeIOBEKa JJIS JIUII C allb-
OMHU3MOM.

52. MHccnenoBaHue, MOCBSIIEHHOE INIEMEeHH OxarTH B [lakncrane, moKa3pIBaeT, 4TO
Juna ¢ aTbOMHU3MOM MOCTOSIHHO ITOIBEPTAIOTCS] BO3JIEHCTBHUIO BHICOKOH ynbTpaduo-
JIETOBOM paJManuy MpH TEMIIepaTypax, KOTOpble MOTYT AocTHrarh 50 rpaaycoB 1o
Henbcuro. D10 BO BCex clydasx NPUBOAUT K CEPHE3HBIM COTHEYHBIM 0XOraM, 4TO

% Tam xe.
2" Hopas 3enanaus («DI6MHU3M TPacT»).
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SIBJISIETCS TIEPBBIM ATAIOM Pa3BUTHS paka Koku. Kpome Toro, OOIBIIMHCTBO 3THX JIUII
Oe/lHbl U HE MOT'YT IO3BOJIUTh ce0e KYIMTh CONHIIE3aIUTHbIE KPEMbI WU 0fexk 1 yL.

53. B Snmonnn nuna ¢ anbOMHN3MOM, 00JIaJafoIIie BRICOKOW OCTPOTON 3peHHs, 3a-
YacTyI0 HE MPU3HAIOTCS JUIAaMH ¢ HHBAIUIHOCTHIO. OKoio 60 mpomeHToB nerei ¢

aNbOMHHU3MOM HE MOTYT MOJYYHUTh yIO0CTOBEPEHUE MHBAIN/IA OT PABUTENLCTBA Y,

OobpasoBanue

54. Ha ®umkxu BO MHOTHX IIKOJAaX HaONIONAETCS OTCYTCTBHE Pa3yMHOTO IPHUCIIO-
coONeHUs Cpenbl IS yJaluxces ¢ aTbOMHU3MOM, 9TO CTAHOBUTCS IPUYUHON PAaHHETO
otceBa u3 mkonbY, B SMOHMM HETOCTATOUHO KBAMM(UIMPOBAHHBIX yUHTeNEH, 00y-
YEHHBIX OKa3bIBaTh MOMAEPKKY AETSIM, CTPAJAIONINM IIJIOXUM 3pEHHEM M CBETOOO0S3-
HBIO, KaK OOBIYHO OBIBaeT mpu anpOomHNU3ME. B ABcTpannu u HoBoii 3emananu mKo-
JIaM 9acTO BBIJEISIOTCS CPEACTBA HA CO3/TaHMe HAIS)KAIINX YCIOBUH JIJIS YIAIIHXCS -
WHBAJIHJIOB.

3aHATOCTD M 10CTATOYHBIH *KU3HCHHBI YPOBEHb

55. Bo Bcex mpencTaBlIeHHBIX MaTepHanax OBIJIO OTMEYEHO, YTO JINLA C aTbOMHU3-
MOM CTaJIKMBAIOTCSI C THCKpUMHUHAIMEH B c(hepe 3aHSITOCTH B CBSI3H CO CHIDKCHHEM
OCTPOTHI 3PEHHUSI W OTCYTCTBHEM pa3yMHOro IpucrocoOieHus paboueil cpensl. B
Snonun nmuna ¢ aTbOMHU3MOM, KaK coo0IIaeTcst, He MPOXOoAAT co0ecel0BaHNs O IPH-
eMe Ha paboTy 1Mo IPUYMHE CBOETO IBETA KOXKHU, a paboToJaTeNn 3a4acTyio 3acTaB-
JISTIOT X KPACUTHh CBOM BOJIOCHI B YEPHBIH IBET.

56. Ha ®umku numa ¢ anbOMHN3MOM CTAJKUBAIOTCA C JUCKPUMUHANNECH B TOTyde-
HHUW U COXPaHEHUHU pabOTHI, XOTS €CTh ¥ MPUMEPHI HHTETPAIINH U TPO(HECCHOHANBHBIX
ycrexoB. JKeHIMMHAM ¢ adbOMHU3MOM, KaK COOOMIaeTCs, HE YAENISIeTCS ITOJDKHOTO
BHUMaHHS CO CTOPOHBI MX CeMeH M MECTHBIX OOIIWH, B pe3yJabTaTe YeT0 TaKhe KEH-
IIAHBI OKA3BIBAIOTCS B 0CO00 YSA3BHMOM IOJIOKCHUH, CTATKUBAIOTCS C MPENpacCyi-
KaMU B OONIMHE, BRIHYK/ICHBI PEIIaTh TPOOIEMBI CO 3I0POBBEM, CBSI3aHHEIE C UX CO-
CTOSTHHEM, W TBITAaThCS JOOUTHCS MONYUYCHHUS CPEICTB K CYIMIECTBOBAHUIO IS ceOs 1
CBOUX JCTEH.

JocTyn k npaBocyamio U CpeAcTBAM NMPABOBOi 3a1LUThHI

57. HCCMOTpH Ha CyHICCTBOBAHHC 3aKOHOAATCIIbHBIX MCP 3alllUThI, JIHUIa C annou-
HHM3MOM HHOTI/1a HC 06.]'IaﬂaIOT ,HOCTaTO‘IHOﬁ HH(l)OpMaHHefI 1 MOHMMAaHUEM Mpoucayp,
HCﬁCTByIOHIHX B paMKaX CUCTCMbI IPABOCYAUs, 4 TAKIKC PIH(I)OpMaIIPICfI O CpeACTBax
HpaBOBOﬁ 3alIWThI B CJIyYdasdX HAPpYIICHUS ITpaB YCJIOBCKA. C‘II/IT&IOH.ICCCSI HOpMOfI JIn-
MICHUC I'pAKAAHCKHUX IMPaB, a TAKKC CTUIMATHU3alUs, JUCKPUMHWHAIIUA U HETATUBHOC
OTHOIICHHE CO CTOPOHBI APYTUX J'IIOﬂefI MOTyT CocoOCTBOBAThH OT'paHUYCHUIO ITPpaB U
BO3MOXXHOCTEH TaKMX JIUI[ U OpensATCTBOBATH MOAAYC UMHU ’Kano0 WiIu WHULIUUPOBA-
HHWIO UMH Cy,Z[e6HI>IX MMpOLECCOB B CJIyHUac HAPYUICHUA UX TIPaB.

IlepenoBas npaKkTukKa

58. VYupexnenne MexyHapOIHOTO JHS pacpocTpaHeHus nHpopmamu 0o ansou-
HH3ME IOMOTJIO TPaXKAaHCKOMY OOLIECTBY B ABCTPaJMM MOJYYUTH IMOAJAEPKKY B
cpencTBax MaccoBOM HWH(GOpPMAlMK B Jelie MOBBIIMICHHUS OCBEAOMIIEHHOCTH U

%8 Azam Jah Samdani and Bahram Khan Khoso, “A unique albino village of Bhatti tribe in rural
Sindh, Pakistan, with oculocutaneous albinism manifestations: An epidemiological study”, Iranian
Journal of Dermatology, vol. 12, No. 2 (48), (Summer, 2009).

2 gdnonus (SImoHcKas ceTh aTbOMHU3MA).

30 Cwm. noknan HesaBucumoro skcnepTa o nocemenuu ctpanbl (A/HRC/40/62/Add.1).
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IV.

OCBEMICHUS UCTOPUH O JIUIaX C anpouHu3MOM 3L, Opraam3anust «NOMHU3M TPacT» B
HosBoit 3emanann 3aHuMaeTcs MOBBIIIIEHHEM OCBEIOMIIEHHOCTH 00 ajJbOMHHM3ME II0-

CPEJICTBOM JINTEPATYPHI, AUATOTA U B3AUMHOMN MOIEPKKH 2,

59. TwuxookeaHckuil popyM mo mpodieMaM WHBATUIHOCTH Ha PUIKH 00bennHSIET
OKOJIO 65 pervoHajJIbHBIX MapTHEPOB M MIPacT BAXKHYIO POJb B IMOBBIMICHHUH YPOBHS
OCBEJOMIICHHOCTH O NpaBax 4YejOBeKa, MPUHAIS)KAIUX JTUIaM C albOHHU3MOM, B
TOM YHCJE TOCPEACTBOM Npa3IHOBaHHS MEXIyHapOIHOTO THS PaclpOCTpaHEHUs
nHpOpMaUU 00 aTbONMHN3ME.

60. B Asctpanuu u HoBoli 3enanauu OpuHUMAIOTCS MEPBI IO OKA3aHUIO MTOMOIIH
JUIaM ¢ aJbOMHU3MOM B O0OECIEeUYeHHH pa3yMHOTO IIPHUCIIOCOONIeHHs padoueit
cpensr®s.

61. B Smonnu moompseTcs coBMecTHOe oOyueHue. Kaxxmas mkoira JOMKHA OO -
PATH B3aMOJICHCTBHE C IETHMH, UMEIOIITUMH U HE UMEIOIUMI HHBATUIHOCTE. KpoMme
TOro, B SIMMOHUH TIPOBOAUTCS 3HAYUTEIHFHOE KOTUYSCTBO MPAKTHUCCKUX M HAYUHBIX
HCCIIEIOBAaHUH TI0 BOIIPOCaM aTbOMHU3MA, a TAaK)KE OCYIIECTBISICTCS MIOATOTOBKA TIpe-
nojapaTeneil A aeTeit ¢ HapylleHUeM 3peHus >,

62. Ha ®umxu 32 ciennanicta B 00JIacTu 3apaBooXpaHeHus B Haqu mpoBogsT pe-
TyIsIpHBIE WH()OPMAITMOHHO-TIPOCBETUTEIBCKAE MEPOIPHUITHS M COBEPIIAIOT «30-
HaJIbHBIC TTOS3/IKW» B MECTHBIE OOIIUHEI, 00eCIIeYnBasi BO3SMOXKHOCTH ISl TTPOCBEIIIe-
HUS 0OIIECTBEHHOCTH 110 BormpocaM ansounusma®®. B Hopoil 3enanauu opranusanus
«ONMOMHU3M TPACT» MOATOTOBHIIA TEPEUCHb MOAXOIAIINX COJHIIC3aIIUTHBIX JIOCHO-
HOB, OTMETHB, YTO HE BCE JIOCLOHHI C BEICOKHM (PaKTOpOM 3amuThl oT conHna (SPF)
06ecneuynBaoT HeoOXOJUMYIO 3alIUTY OT conHua®s,

63. Opranuzanuu rpaxiaaHckoro oomiectsa B HoBoii 3enannuu u ABCTpaJInK 9acTo
COTPYAHUYAIOT C APYTUMH HENPABUTEIBCTBEHHBIMH OpPTaHU3AIASIMHU, 00CTyKHBAO-
IIUMH JIUI ¢ HAPYLIEHUAMH 3pEHUs°’ .

EBpona

64. Hecmotps Ha TO uTO B EBpoTe cyniecTByeT 3HaYUTEIbHOE KOTHYECTBO HAyIHBIX
HCCIIEOBAHMI 110 BOIIPOCAaM allbOMHMU3Ma, B Hel HaOII0NaeTcs CyLIeCTBEHHBIH Hel0-
CTaTOK MH(OPMAINH O MTOJIOKEHUH B 00JaCTH IIPaB YeJIOBEKa CPEAH JIMIL C AIbOMHU3-
MoM. He3aBHCHMBII 3KCNEPT MpeIcTaBuiIa HUKENPUBEACHHY O HH(pOpMaIUIO Ha OC-
HOBe 13 MaTepuasoB, NONyYEHHBIX OT 3aMHTEPECOBAHHBIX CTOPOH U3 12 crpan®® pe-
THOHA.

65. B Espomne nuna ¢ afbOMHA3MOM KUBYT CPEIU HACEJICHHS, KOTOPOE MPEUMYIIICe-
CTBCHHO MMEET OTHOCUTEIIbHO HU3KWU YPOBEHb MUTMEHTAIIUH, TO3TOMY albOUHU3M
3a4acTylO HE BBISBIISICTCS WM MEHee 3aMeTeH. 3HaYUTENIbHOE YKCIIO JIIoJeH BO BCeX
ctpanax EBpomnbl, ocobenno B CeBepHoii EBporie, kak coo0iaercsi, He 3HAIOT, YTO
OHU HMMEIOT albOMHU3M, JU00 O(PTATBLMOJOTH AUATHOCTUPYIOT y HHUX aJbOWHH3M
JIMIIB B 3peyioM Bo3pacTe. Takum oOpas3om, CyImIeCTByeT peasibHas OMacHOCTh TOTO,

31
32
33
34
35
36
37
38

ABcTpanuiickoe OpaTcTBO anbOUHU3MA.

Hogas 3enangus («DI0MHU3M TpacT»).

ABctpanuiickoe OpaTcTBO anbOMHMU3MA U «DIOUHU3M TPACT».

Snonus (SImoHCcKas ceTh anpOMHU3MA).

Cwm. noknan HeszaBucumoro skcniepra o nocenieHuu crpansl (A/HRC/40/62/Add.1).

Hogas 3enangus («DI0MHU3M TpacT»).

Tam xe.

Aszepbaiimkan, bensrus, I'epmanus, [Jlamumsa, Mcnanms, Hunepnanne, Hopserus, CrnoseHnus,
Coennnennoe KoponesctBo BenukoOpurtanuu u Cesepuoit Mpnannuu, Typuus, Ouansaaus u
DpaHuus.
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YTO PETHCTPUPYEMBbIC JaHHBIE U IMOKAa3aTEIH PAaCIpPOCTPAHEHHOCTH 3TOTO SIBJICHUS B
PETHOHE SABISAIOTCS 3aHMKEHHBIMUSY. DTO MOATBEPKIAETCS PE3yIbTaTaMU HAyYHBIX
nccnenoBanuii. Harpumep, B OTIM4He OT pe3yabTaTOB MPEABIAYIINX HCCIEIOBaHUH,
B KOTOPBIX PaclpoCTPaHEHHOCTh albOMHNU3Ma B pErHOHE Oblla OLICHEHA B AMara3oHe
or 1 Ha 17 000 no 1 Ha 20 000 yenoBeK, NOCIAECIAHUE UCCIECIOBAHUS YKa3bIBalOT Ha
0osee BBICOKUH YPOBEHB PAacIIPOCTPAHEHHOCTH B HEKOTOPBIX CTpaHax, TaKWxX kKak Hu-
JepJIaH/bl, T1Ie, IO COOOIIEHUAM, 3TOT MTOKA3aTellb COCTABIAET 110 MEeHbIIeH Mepe |
Ha 12 000 genoBex®’. B CeBepHoii Upinanauu pacnpocTpaHEeHHOCTh albOHHH3MA, TI0
coobmeHusM, cocraBiser nmpuMepro | Ha 4500 genoBek, a B HEKOTOPHIX pailOHAX

cTpasl — 1 Ha 6600 genoBex™.

66. B 3aBHCUMOCTH OT THNa aTbOMHU3MA, B OOIBITHHCTBE cTpaH EBpomeiickoro pe-
THOHA 3TO COCTOSTHUE OTHOCHUTCS K KaTETOPUHU «MSTKOW» WM 00Iel MHBAIUIHOCTH,
B OCHOBHOM H3-3a CBSI3aHHBIX C HUM HapyLICHUH 3pEHUSI.

67. B psaac NpeaACTaBJICHHBIX MATCPHUAIOB YKA3bIBACTCA, YTO OOJIBIIMHCTBO JaIL C
aILOMHU3MOM MPOXKUBAKOT B TOPOACKHUX paﬁOHaX, IMOCKOJIBKY B HUX UMCIOTCA Oonee
Pa3BUTHIC CHUCTCMBbI 06H.I€CTB6HHOFO TpaHCIIOPTA, a OOJBIINHCTBO JIUIT C aLOMHN3-

MOM H3-3a cJ1aboro 3pCHHUA HC MOTYT MOJIYYUTh BOAUTCIIBCKOC yHOCTOBepeHI/I€42.

HopMaTtuBHasi m mosiuTH4yeckasi 6a3za

68. B EBpomne nuna ¢ anbOMHIU3MOM HaXOASATCS MO 3alIUTON CYIISCTBYIONUX KOH-
CTUTYIIHH, 3aKOHOB Y TTOJINTUKH B OTHOIIICHHH OCHOBOIIOJIATAIONAX TPUHIIAIIOB B 00-
JIaCTHU MpaB 4YeJOBEKAa, KACAOUIUXCS PAaBEHCTBA M 3alpelleHUs NUCKPUMHUHAIUU, a
TaKXe CHelHaJIbHOTO 3aKOHOJATENhCTBA MO BOMPOCAM MHBAIMAHOCTH, 3APaBOOXpa-
HEeHHs, 00pa30BaHus, 3aHATOCTH M PEIKHUX 3a001eBannil U cocTosHui*®, Kakux-nmm60o
KOHKPETHBIX TEHJCHIIUM, CBSA3aHHBIX C HAPYIICHUSIMU IIPaB uyeJIOBEKa, HE CYLIECTBYET,
XOTs UMCIONIUECS JaHHBIC CKYIHBI, 8 OCHOBHAs YacTh MOJIYUYCHHOW HH(POPMAIUH HE
COIEPKUT CBEJACHUI C TOUKHU 3PEHHUS MPaB YEIOBEKA.

OcHOBHBIE BOIIPOCHI IIPpaB Y€/JI0OBEKa

3anpemeﬂne AUCKPUMHUHANIIUHA

69. CornacHo NOJIy4eHHBIM MaTepraiaM, CTUTMaTHU3aIlusl U TUCKPUMUHAILINS UMEIOT
MECTO, U UHOTZA 3TO 00yCIIOBIeHO MU(paMH, TAKUMHU KaK MU} O TOM, YTO BCE JIFOJIU C
aTbOMHU3MOM HMEIOT KPaCHBIE IV1a3a WIM YTO UX COCTOSIHHE MOPOXKIAET ICUXUYECKUE

39

40

41

42

43

Opannust (opranusanus «XKencmyap»), Hanust ([darckas accoumanus aapOuHH3Ma), ['epmanus
(HamuonanpHast opraHu3anusi IO BONpocaM ajlbOMHM3Ma M THIONUrMeHTanuu) u  Mcnanus
(Acconuanus MOMOIIH JINIAM C aJIbOMHU3MOM).

Charlotte C. Krujit and others, “The Phenotypic spectrum of albinism”, Opthalmology, vol. 125,
No. 12 (December 2018).

Natasha Healey and others, “Are worldwide albinism prevalence figures an accurate reflection?
An incidental finding from a Northern Ireland study”, British Journal of Ophthalmology, vol. 98,
No. 7 (2014).

Hamnpumep, B MaTepuase, npeacrasieHHoM ['epmanueit (HanmonanpHas opranusanus 1o Borpocam
anbOMHU3Ma U TUIONMTMEHTALIUN ).

A3zepbaiigxan (rocygapctBo), ['epmanus (HanumoHanbHas opraHu3amus 1o Bonpocam aibOMHU3Ma
U runonurMentanun), Mcnanus (Accouuanusi HOMOIIH JIMIAM ¢ aab0uHu3MoM), Hunepian sl
(«OrBepenurusr anbunucme»), Hopserus (Hopsexckas accounamnus anpbuausma), CroBeHus
(rocymapctro), Coenunennoe Koponerctso (Posemnns Ilorre), Typuus (Accouunarus
anpOunm3Ma) n Opannus («Kencmyapy).
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3abonesanus*’. B psije MpeacTaBIEHHBIX MATEPUATIOB YIIOMUHAETCS TAKKE 00 m3zte-
BaTEIbCTBAX, KOTOPBIM JIETH C aJIbOMHNU3MOM ITOIBEPTAIOTCS B HIKOJIE.

70. B menom mpencTaBieHHBIE MaTepHalbl CBHAETEIBCTBYIOT JHUIIb O HEOOIBIIOM
YHUCJIE 3apETHCTPUPOBAHHBIX CIIy4aeB AMCKPUMHUHALINH, CBS3aHHBIX C BHEIIHOCTHIO
WU TIPEAIOoIaraeMoil MHBAJIUAHOCTHIO, KOTOPHIE acCOLMHUPYIOTCS C aJIbOMHU3MOM.
Opnako (akThl COMATBHON M30JIAIMK OBUIM 3aperucTpHpoBaHbl B Typuuu u mpu-
3HaHBI B MaTepuaiax, npeacraBieHHbIX CIIOBeHHEH, rine ObUIO yKa3aHo, YTO OTCYT-
CTBHE JAHHBIX 110 ’TOMY BOIIPOCY HE 03HAYAeT OTCYTCTBHS AUCKPUMUHALNA. AHAJIO-
TUYHasl OTOBOpKA ObLiIa CAeNaHa B HEKOTOPHIX MPECTABICHHBIX MaTepHaiax O JIHC-
KpUMHHAINH, C KOTopoi B EBpone cTaikuBaroTcss O€KESHIIBI I UMMHTPAHTHI C allbOn-

HA3MOM™.

71. Bo ®paHIum UMeEI0 MECTO HECKOIBKO CITydaeB, KOTNa, Kak coO0IIaeTcs, AeTH C
aTbOMHU3MOM OBUTH OpOIIEHBI B TEYEHHE ITEPBBIX MECSIIEB KU3HH, a 3aTeM ITepeIaHbl
B npueMHble cembu®. B Hopsernn u Vicnanum B3pOCiIbIE M JI€TH C adbOMHH3MOM
CTAJKMBAIOTCSA CO CTUTMaTH3alHeld M COLMAIbHON M30JIAIHEH N3-3a CBOETO IIJIOXOTI0
3perus. B Typrun HeKOTOpBIE JIOAM AYMAIOT, 9TO aTbOMHU3M SIBISICTCS HHPEKITHOH-
HBIM 3a0osieBaHMEM. B pesynbrare ponuTenu He pa3pemiaroT CBOUM JETSM UIPaTh C
NeTbMU ¢ anbOonan3MoM*’. B HECKONBKMX CTpaHax cOOOUIATIOCH O TOM, YTO KEHIIHHEI
Y II€BOYKH KPACAT CBOM BOJIOCHI, YTOOBI N30€XaTh AUCKPUMUHALNA HIIN COI[UATBHOMN
H30JISUN.

3nopoBnbe

72. Kax mpaBmio, MEJUIIMHCKUE YCIYTH U OCHOBHBIC JICKAPCTBEHHBIE Iperaparbl
JUTSL TAL ¢ albOMHI3MOM B EBpoOIle MMEIOTCSl B HAIMYUU M TOCTYIHEL B TO ke Bpemst
MMEIOTCS HEKOTOPBIE MpenATcTBUA 11 goctyna®, Hanpumep, B Coenunennom Ko-
posieBcTBe BenukoOpurannu u CeBepHoit Mpnananu nuna ¢ anbOMHU3MOM MOTYT I10-
JydaTh COJHIIE3AIIMTHBIE CPEACTBA IO PELEeNTy OeCIUIaTHO; OMHAKO BpayH HE BCerna
BBITIMCHIBAIOT PELENTHI, 3a4acTyl0 MOTOMY, YTO HE MMEIOT MHpopmanun o0 anp0u-
HH3ME, WIN U3-3a YOEKIEHHOCTH, YTO COJIHIIE3ALIUTHBIC CPEJICTBA SBISIOTCS KOCMe-
THYECKHUM TOBApOM, a HE MPOAYKTOM, MOTPEOHOCTH B KOTOPOM OOYCIIOBJIEHA COCTOS-
HueM 310poBbs?®. CormacHo cOOGUIEHUSIM, METUIIMHCKUE PAOOTHUKH B HEKOTOPBIX
cTpaHax 00JIa/laloT JUIIb HEOOIBIINM 00beMOM MH(POPMALINH, HEOOXOAUMOI 1151 -
(PeKTUBHOTO OKa3aHUs IOMOIIM JIMIaM C aJIbOMHU3MOM M JIy4IIero MOHWMaHUS UX
coctosiamsa®®, DTO YacTO MPUBOAMT K 3aMO3/aNOH JUArHOCTHKE anlbOWHMU3MA, 0CO-
GEHHO Y JIMI C OTHOCHTENIBHO BBICOKOH OCTPOTOM 3penus ..

73. B OGomplieil cTeneHn NpensaTCTBUS Ha MYTH K IMOIYYEHNUIO MEAUIIMHCKHUX YCIIYT,
Kak TpeJcTaBisercs, pacnpoctpanensl B CiioBennn u Typuuu. B Typuun noctym k
MICUXOJIOTHYECKON MOMOIIY U BCIIOMOraTEIbHBIM YCTPOWCTBAM, TAKMM KakK MPHUCIO-
coOneHusT A1 UCHpaBICHUS] 3pEHUS, COJHIE3AIIUTHBIC OYKH M COJHIIE3aIUTHBIC
CpencTBa, Ui JIUI C albOMHU3MOM orpaHuueH °2 . COJHIE3aNUTHBIE CPEJICTBA
00BIYHO HE CYOCHAMPYIOTCS M HE OXBAaTBIBAIOTCS TOCYIapCTBEHHOW CHCTEMOM

4 Marepuainsl, mpeacTaBiIeHHble Opranu3anueil «OrBepeHUruAT anbunucMe» 1 HopBexckoit
acconuanuei aar0nHu3Ma.

4 dpaunnus («Kencnyap») u Gunnsugus (PuHCKas accoUanys an,0UHN3MA).

4 ®panuus («Kencnyap»).

4 Typuus (Accounanus anbOuHU3MA).

48 ®pannus («Kencnyap»), Hunepnanasl («OrsepeHurunr anbunucme»), Hopserus (Hopsexckas
accoumanus ansounusma), Cnosenus (rocyaapcto) u Typius (Accounanus anp0MHU3MA).

4 Coenunennoe Koponesctso (Posenns IMoTtc).

%0 ®pannus («Kencmyap»), Hopserus (Hopsexckas acconuanus anso6unusma), ClioBeHus
(rocymapctBo) u Typuus (Acconuanus anbOUHU3MA).

51 Cnosenus (TocymapcTso).

52 Typuus (Acconuanus anb6HHU3MA).
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MeIMIMHCKOro cTpaxoBanua®s. Jlaxke B paMKaX YacTHHIX IPOrPaMM CTPAXOBAHUS Jie-
YeHHe KOKH U IJ1a3 3a4acTyI0 HE BKJIIOYAETCS B CTPAXOBbBIC ITOJUCHI JIUII C aTbOWHMI3-
MoM. OTCYTCTBHE HAIJISKAIIETO TOHUMAaHHUS CYIIEeCTBYIOIINX MAaTOIOTHH, CBSI3aHHBIX
C aTBOMHHU3MOM, TAKXKE€ MOXET 3aTPYHOHATH NOCTYIl K yCIyram, KOTOpbIe OOBIYHO
MIPEIOCTABISAIOTCA WHBaTUAaM. Hampumep, nuima ¢ anbOMHU3MOM MOTYT OBITH OTHE-
CEHBI K KaTeropuu JMI CO CTeneHblo nHBaIuaHOCTH OT 20 1o 100 mpoueHToB, B 3a-
BUCHMOCTH OT TOTO, B KAKOW OOJBLHHUIIE P OBOIUTCS IKCIIEPTH3a, 1 OT 3HAHUH U OIIBITA
HOPOBOIAINUX €€ MEAUIMHCKUX CIIENMMAINCTOB>. XOTs Takoil IMama30H MOXKET OBITH
OOBSICHEH Pa3IMYUsIMH B CTCIICHU HAPYIICHHS 3PCHUS CPEI JIMI] C aTbOMHHU3MOM,
ATOT BOIPOC 3aCIy’KUBACT JaTbHEHUIIIETO U3YUCHHS B IEIIX MAKCUMAIIBHOTO yTOYHe-
HUS ¥ CTaHAAPTU3AIUHU ITOAXOIOB.

74. B HEKOTOpBIX CTpaHaxX OTCYTCTBYET AOCTaTO4Has MHGOpManus W MOAICPIKKa
JUISL pORMTEINEH eTel ¢ albOMHIN3MOM, OCOOSHHO Iociie pOXAeHHUS peOeHKa ¢ anbp0un-
HHM3MOM WJIM TIPH TIOCTAHOBKE AMarno3a®. V3BeCTHBI Cllydau, KOT/Ia Bpauy OIMO0YHO
COOOIIAIHN POAMUTEINSAM, YTO UX PEOCHOK SBISETCS IMMOTHOCTBIO CIEMBIM HIIM HE MOXET
BBIXOJMTh M3 JI0OMa M3-32 BO3MOYKHOTO BpE/a OT COJHEIHBIX Jyueii®. 3agacTyro opra-
HU3aIUsAM TpakTaHCKOTO 0OIIecTBa MPUXOAUTCS OpaTh Ha ceOsl POJb MO MPEAOCTaB-
JIGHUIO POAUTENSIM KOHCYIBTAIM MO BOIPOCAM MEIMIMHCKOW M MCHUXOJIOTHYECKOM
MTOJIEPKKH U paHHETO BMEIIATEIHCTBA.

OobpasoBanue

75. B EBporme koIu4ecTBO MPEMATCTBUN IS TOCTYIIa K 00pa30BaHUI0, C KOTOPBIMHU
CTAJKMBAIOTCA JINIA C aJTbOMHMU3MOM, OTHOCHUTEIHHO HEBEIMKO. PasymMHOe mpucrio-
cobneHue cpeasl, a TakXKe BCIIOMOTATeIbHbBIE YCTPOIMCTBA, KaK MPABHIIO, JOCTYITHBI
JUISL ydamquxcsl ¢ albOMHU3MOM M OOBIYHO OOecrednBaroTcst Ha 0e3BO3ME3IHON Oc-
HoBe. OZHAKO B HEKOTOPHIX CIIydasX y4UTeIs HE YMEIOT OKa3bIBaTh MOAAEPAKKY B CO-
OTBETCTBHH C CYLIECTBYIONIEH MOJUTHUKOHN MO BOPOCAM MHBAJIHUIHOCTH.

76. Coo006Imanock Takke 0 TOM, 9TO BO MHOTHX CJIy4asX CyIIeCTBYIOIIUE IIPOIEIY PhI
HOoJaY 3asABICHHI Ha 0bOeclledeHHe Pa3syMHOIO IPHCIOCOOIEHHUS, BKIIOYas IIPEIo-
CTaBJIEHHE BCIIOMOTATENbHBIX YCTPOWCTB, MOTYT OBITh CIOKHBIMH U JUIUTEIBHBIMH.
PopuTenyu MHOTAA BEIHYKAEHE 00paIIaThCcsa B CyAbl H MPUOEraTh K APYTHM KBA3HCY-
IeGHBIM IIPoIleccaM, C TEM YTOOBI FapaHTUPOBATh MOAAEPIKKY JJIS CBOUX JETEH C alb-
ouHU3MOM®’.

77. O TpaBJic HeTeﬁ HIKOJBHOI'O BO3pacTa — OT CAMHHUYHBIX CJIYy4acB A0 OOBIYHOIO
SABJICHUSA — COO6HIaCTC${ IMOYTH BO BCEX MOJYYCHHBIX MATCpHaIax. B HCKOTOPBIX CIIYy-
qaiaX J€THU CTAaJKHUBAKOTCA C COIII/IaJ'II:HOI\/'I H30.]'I$IIIPI€I71 B HIKOJIC U3-3a OTCYTCTBUA Y YUU-
Tenei/i, OOJHOKJIIaAaCCHHUKOB U pO,HHTeHei/'I 3HaHMI 00 aJTbOMHU3ME WIIH IIOHHUMAaHHUS TOTO
COCTOsSHMUA.

78. Hecmotps Ha To uTo B Typuuu CymECTBYIOT 3aKOHBI 00 00ecIeueHnH pazyM-
HOTO MPHCIIOCOOJICHUSI CPEBI, X Pean3antsi 3a4acTylo SBISETCS HEIOCIe0BaATEIb-
HOH. JleTH ¢ anbOMHM3MOM, Kak cooOmaercs, He UMEIOT HaJIexKalleld MoIIepKKH,
HaNpUMEp KHUT B JOCTyMHOM (opmare’®. Yuurens, kak MpaBuio, He 3HAIOT O TOM,
KaK HaWIy4IIMM 00pa3oM YIOBIETBOPSITh NOTPEOHOCTH YUAIINXCS C aTbOMHU3MOM, a
pOIMTENH 3a4acTyi0 HE 3HAIOT O MpaBax cBoero pebeHka. Kpome Toro, orcyrcrByer
JocTaToYHast HHGOpManHs 0 NaryOHbIX OCIEICTBHUIX BO3ACHCTBHI COJIHIIA BO BPEMsI

53 Tam xe.

5 Tam xe.

% Ounnauaus (Punckas acconuanus ansounnsma) u Typuus (Acconuanus anbOuHE3MA).
56 Typums (Accomuanus ansOnHU3MA).

5 Coenunennoe Koponesctso (Posenns ITorTe).

%8 Typuus (Acconuanus anb6HHU3MA).
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LIKOJIBHBIX TEPEPHIBOB, €CIN TOJBKO POIUTEIN HE MPOMH(GOPMHUPYIOT ydHuTeled 00
3TOM CEPbE3HOM PHCKE TSI 3J0POBBS.

3aHATOCTH M I0CTATOYHBIH )KU3HEHHBII YPOBEHb

79. HecmoTps Ha HaTUYHE 3aKOHOJATEIHCTBA, 3aMPEIIAIOIIET0 JUCKPUMUHAIUO 10
MIpU3HAKy WHBAIIMIHOCTH, IIOYTH BO BCEX MPEICTAaBICHHBIX MaTepHarax coo0manoch
0 MUCKPUMUHAIINY KaK MPEMATCTBHH I JOCTyIa K 3aHsATocTH. Kak U B Ipyrux pe-
THOHAaX, pabOTOJaTENN 3a4acTyI0 HEOXOTHO HaHMMAKT Ha pa0oTy JIHIl C aTbOWHU3-
MOM, CUUTasl, 9TO U3-3a HAPYIICHUH 3PEHUS OHU OyAyT UCIBITHIBATh TPYAHOCTH B BHI-
TIOJTHEHUH CBOMX 3aJad, a TAaK)Ke M3-3a pacXoJloB Ha 00ecIiedeHne Pa3yMHOTO IPUCIIO-
COOJICHUSI Cpedsl W OMACCHHWU IO TMOBOAY BO3MOXKHOTO HETAaTHBHOTO BIMSHUS WX
BHEITHOCTH Ha HEKOTOPHIX JOJDKHOCTSX, CBI3aHHBIX C 00CITyKHUBaHUEM KIUCHTOB.

80. BwmecTe ¢ TeM B HEKOTOPHIX CTpaHaxX JHUIA C aTbOMHU3MOM KaK OTHEIbHas
rpyIa HHBAINI0B UMEIOT AOCTYII K COI[MATbHON MOIAEPIKKE, YTO KOMIIEHCHUPYET OT-
CYTCTBHE y HHUX PaOOTBI MM NOMOJHSIET UX CKyAHbIe noxonsl. B Jlannu Takas mon-
Jep>KKa BKIIOYaeT OKa3aHWEe (PMHAHCOBOM IOMOIIM CEMBSIM C AETHMHU B BO3pacTe J10
18 nmer. B npyrux crpaHax oHa nmpuHUMaeT GOpMY COIMAIBHBIX M HAJOTOBBIX JIBIOT.
B Tex crpaHax, riie MEXaHU3MBI U MOJIUTHKA, PETYIUPYIOINE IIpaBa HHBAJIHUIOB, SIB-
JISIOTCS HAACKHBIMU U XOPOIIO OTJIAKEHHBIMH, JINIA ¢ aJbOMHU3MOM UMEIOT OOJIbIIe
[IaHCOB MOJIYYUTH OJiara B paMKax CyIIECTBYIOIIUX yCIYT ¥ MPOrpamMM, YTO CIIOCO0-
cTByeT Oosiee 3 (HEeKTUBHOMY OCYIIECTBICHHUIO UX MIpaBa Ha TPYA.

81. O,Z[HaKO B OOJILIIMHCTBE HNOJYUYCHHBIX MATCPUATIOB HC IPU3HACTCA, B YaCTHOCTH,
OTCYTCTBUEC JOCTATOYHOI'O JKU3HCHHOTO YPOBHSA CPpCaAU JIUL C aITLOMHH3MOM B EBpOHe
WM CUCTEMATHUYCCKAA JUCKPUMHUHALIUA B OTHOIIICHWHU JIUII C aILOMHU3MOM Ha PBIHKEC
TpyAaa. DTO MOXKET OOBACHITHCS OTCYTCTBUEM HOI[O6HI>IX CI/ITyaI_[I/If/'I, OTCYTCTBUCM
AaHHBIX WX OTCYTCTBHECM IPABO3AIUTHOTO IMOAXOAA B OOJIBIIINHCTBE MaTcpuralios,
ONOCTYNHUBIIUX OT I'PAKAAHCKOT'O O6H.IeCTBa.

JocTyn k npaBocyamIo U CpeAcTBAM NPABOBOi 3a1UThI

82. IOpuamyeckue KOHCYIbTAIlMU U MO EPIKKa, BKIIIOUast OECIIaTHBIE YCIIYTH, KaKk
MIPaBUJIO, JOCTYITHBI JIUIAaM C aIbOMHU3MOM KaK OTIASIbHOW Tpynne WHBaIHI0B. Of-
HAaKo JIMIa ¢ aJbOMHU3MOM HE BCEIJa 3HAIOT O CYIIECTBOBAHHM TaKWX YCIyT W, KaKk
NPaBMIIO, HE OCBEJOMIIEHBI O CUCTEME MPaB YesioBeka®®. DTo MOkeT ycyry6onsaTh npe-
MSTCTBUSA, 3aTPYAHSIONINE UX AOCTYN K BCIIOMOTaTEIbHBIM CPEACTBAM H Pa3yMHOMY
MIPUCTIOCOOIICHUIO CPEbl B paMKax peaju3alliy Ipasa Ha 3J0pOBbE, PAaBEHCTBO U He-
JUCKPUMMHAIIHIO 110 MPU3HAKy HHBAIMIHOCTH, 0co0eHHO B Typunu u CinoBerun. 10
TaKXe MOXET OBITh MPENSATCTBUEM JJIs1 POPMHUPOBAHUS MEKyHApPOTHONW CONMIapHO-
CTH TI0 BOTIPOCY abOMHM3Ma BO BCEM MHPE U (pakTopoM, 3aTpyAHIOIIUM 3 (HEKTHB-
HBI yueT npoOsemMbl albOMHNU3Ma B COOTBETCTBYIOMMX c(hepax, TAKMX KaKk WHBAJINI-
HOCTb, 00pa30oBaHUE U 3[IpaBOOXPAHECHHE.

IlepenoBas npaKkTuKa

83. HekoTopble OpraHu3alMHM TI'PaKJAHCKOTO O0INECTBAa WIpalOT BaXXHYIO POJb B
Jiesie TIOBBINICHUS OCBEJOMIIGHHOCTH W pacnpocTpaHeHHs MHpopManuu o0 anbOu-
Huzme. CeTb «AnpOuHN3M EBpomnay, B koTopyto BxoasaT 10 HalmoHaNbHBIX OpraHu3a-
Uy, 3aHUMaeTcsi NPOCBETUTENLCKOH JesTeabHOCThI0O B pernone . B Benbrum

59
60

Janus (datckas accoumnanus ans6uHn3Ma) u Hopserns (Hopsexckas acconuanus anbOnHN3MA).
I'epmanns (HanuonanbpHas opraHu3anus o BOIPOCaM aJbOMHN3MA U TUIIONUTMEHTAIUN),
Hunepnauns («OrBepenurunr andunncme») u Mcnanus (Accoruanus moMOIIH JTHIAM C
aNbOMHU3MOM).
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OpraHM3anuy I'PaKJAHCKOTO 00IIecTBa, Takne Kak «JDKpaH ToTanby, «HTEepHACKO-
Halb BpayH» U «Jlura 3ammTel aab0MHOCOB», OPraHU30BHIBAIOT MH(OPMALMOHHO-
HPOCBETUTENBCKHE KaMITaHHKU®L,

84. Bo HUcnannu, Coequaennom KoponesctBe, Typuun nu @paHinum, a Takxe Apy-
TUX CTpaHaxX TPYMNIBI IPaKJAHCKOTO 00IIecTBa €XETOIHO MPOBOIAT MPOCBETUTEIb-
CKHE KaMITaHWH B paMKax MeXIyHapOogHOTO IHS paclpocTpaHeHus HHpopMannun 0o
anpOouHn3Me®. B Vicnanuu HeCKOJIBKO OpraHu3allnii rpaskIaHCKOro 06IecTBa MPOBO-
IAT WH(QOPMAIIMOHHO-TIPOCBETUTENBCKAE KaMIIaHWH, IYONHKYys KHHTH 00 anpOu-
HH3ME U CHIMasi KOPOTKOMETpaXXHbIE (PIIIBMBI, @ TAK)Ke IIPUBJICKAs MECTHBIC U HaIU-
OHAJIGHBIE CPEIICTBA MaccOBOM MHpopMannu®, Acconuanus ansounusma B Typrun
onyOnuKoBasia TMEpeBENECHHYI0 Ha TYPEUKHH S3bIK KHHUTY Raising a Child with
Albinism: A Guide to the Early Years («Bocnutanne pebeHKa ¢ anbOMHU3MOM: PyKO-
BOZICTBO IO TIEPBBIM TOJlaM >KH3HU»), TOMYIsIpH3aliied KoTopoi 3anumaercs Harmo-
HaJIbHAsi OPTaHU3alXs 110 BOIIPOCaM ajdbOMHM3MA M runonurMeHTanuu B CeBepHOM
Amepuke.

85. Hekotopsie HHPOPMATMOHHO-TIPOCBETUTEILCKIE KAMITAHUH IIPOBOISITCS B CO-
TPYOJHUYECTBE C OPTaHU3ANMIMH I'PAXKTAHCKOTO 001IeCcTBa, padOTAIOIINMH B 00JIaCTH
penkux 3aboneBannii®. HecMoTps Ha TO 4TO anbOMHHU3M YaCTO PACCMATPHBAETCS CKO-
pee KaK «COCTOSIHHE», 4eM «OO0JIe3Hb», TaKoe€ B3aMMOJEHCTBHE MOTIIO OBbI CIoco0-
CTBOBATh JIy4IIeMy ITOHUMAaHHIO aJb0MHN3Ma OOIIECTBOM M IPOBEICHHIO Oojiee -
POKHX Hay4YHBIX HCCIEAOBAHUI.

86. B JlaHuu MeIUIUHCKOE OOCIyKUBaHHE sABIsAeTcs OecraTHBIM®, U paBuTen-

CTBO 00ecIeunBacT MPEAOCTaBICHNE TUATHOCTHIECKUX YCIyT M OYKOB 10 TOCTHXKe-
Hus Bo3pacTa 18 1er®. B Mcnanuu MHBaIMIbI OXBATHIBAIOTCS CUCTEMOMN IIPHOPUTET-
HOTO COIIMAILHOTO O0eCIeueHNs, a TAKXKe UMEIOT JOCTYII K CIIEHAIbHBIM MEIUIINH-
CKHM IIEHTPaM, 3aHUMAIOIIHMCS yIOBIETBOPEHUEM HX KOHKPETHBIX IOTpeOHOCTEMH &7

87. Bo ®paHuuu pomuTensM, IETH KOTOPBIX MPU3HAHBI MHBAIUAAMU B COOTBET-
CTBHH C 3aKOHONATEILCTBOM 00 MHBAIUAAX, IPEAOCTABIIAIOTCS HEOOXOAUMBIE BCIIO-
MOraTelnbHbIE CPEACTBA U APYTHE pecypchl. K HUM OTHOCATCS KOMIBIOTEPHOE IIPO-
rpaMMHOE 00€CIIEUeHHE A1 YBEINUCHHS MPH(TA JOKYMEHTOB, KAMEPHI JJIs CIMTHI-
BaHMA MHPOPMAIMU Ha GONBIINX PACCTOSHUAX U NEPCOHAIU3UPOBAHHEIE IIPOrPAMMBI
0 OOECIEYEHUI0 YYAaIMXCS COJHIE3AIMUTHBIMA CPEACTBAMH, KOTAA 3TO HEOOXO-
M08,

88. B T'epmaHum ydamuMmcs-UHBAIMAAM MPEIOCTABIAECTCS MPUBHIETHPOBAHHBIN
JOCTYT K CTUTIEHIUSM, XOTs OH M HE Beeraa peanusyercs Ha npaktuke . B Hopeeruu
WMHBAJINJIaM OKa3bIBaeTCs MHAHCOBAS MOJJCPKKa Ha MPOTSHKEHUH BCEeH yueOBI B BBIC-
mux y4eGHbIX 3aBenenunx C. B Coenmunennom KoponeBcTBe MopnepkKKa HHBAINIAM
OKa3bIBaE€TCSl B HAUAIIBHBIX M CPEIHMX IIKOJIAaX, & TAK)XKE B BBICIINX yU4eOHBIX 3aBelie-
Huax. B Hunepnannax mkosnsl, paboTonaresin U NpeanpusTHS TOJDKHBI COOTBETCTBO-
Barh 00IEMY CTaHAAPTY NOCTYITHOCTH 'L,

61 Benbrus («DKpaH TOTaIbY).

62 Coemunennoe Koponesctso (Posenns ITorTe).

83 Ycnauus (Accoruanus MOMOIIH THIAM C aTbOMHH3MOM).

64 Nanus (JlaTckas acconuanus anbOHHU3MA).

8 Jlanus (Jlarckas acconuanys anb0MHA3MA); METUIUHCKOE 0OCTY)KUBAHHUE SBJISAETCS OECTIIaTHBIM
takxe 1 B Hoperun (HopBexckas accounanus anbO0uHNU3MA).

6 Nanus (JlaTckas accoruanus anbOHHU3MA).

5 Vcnanus (Acconuanus MOMOIIU JTHIAM C adbOMHU3MOM).

8 ®pannus («Kencmyap»).

8 Iepmanus (HanuoHanbHas OpraHu3alus Mo BOMPOCaM albOMHM3MA U TMIIONUTMEHTAIMH).

0 Hopaerus (Hopseskckas acconuanus aTbOMHI3MA).

"I Hunepnauansl («OTBEpEHUTHHT aJGHHUCMEN ).
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89. B Jlanuu uHTEpECH IeTei ¢ ambOMHU3MOM MPEICTABISIOT KOHCYIIBTAHTHI 11O BO-
IIpocaM 3pEHMs], 1 OpraHU3aIMH IIKOJIBHON CHCTEMBI KOHCYJIBTUPYIOTCS C HUMU I10

BOIPOCAM HAapyLIEHUS 3pEHHUS 2.

90. B Janwnu paboTomaTesM IMPeIoCTaBIAIOTCS CyOCHINHN Ha TPUOOPETEHHE BCIIO-
MOTAaTEJIBHBIX YCTPOMCTB B LENIAX 00CCIICUSHHS Pa3yMHOTO NMPUCIIOCOOICHUS CPEIbl
171 pabOTHUKOB-HHBaMHI0B . [IpaBuTenbcTBO Mcmanuyu Takke MPENOCTABISET CyO-
CHJIMM JUTSA CO3/IaHMs HaJJIekKANNX yCIoBui Ha paGodem mecte’®. TocynapCTBEHHBIE
paboTonareiy U KpyIHbIE KOMITAHWU B [ epMaHUH 4acTO MMEIOT B ITaTe COTPYIHUKA,
OTBEYAIOLIEero 3a 00ecIeYeHne TOro, YTOOKI B IPOIecce HaiiMa HHBAIHIBL HE ITOIBEP-
rajauck quckpumuHanuu 0. B ClIOBEHNH, B YUCIIE IPYTUX CTPAH, MHBAIUIBI TI0 3aKOHY
HMMEIOT MPaBO Ha HaJUIekKalllhe YCIOBHA PabOTHI, TAaKWE KaK HATMYHE HEOOXOAHMMOTO
000pyIoBaHHS, MPUCIIOCOOICHIE MOMEIIEHUI MO UX HYXIbI, 00yueHUe, KOHCYJIbTa-
[IMY ¥ KOPPEKTHPOBKA MX pabouero BpeMeHU U pabounx cmeH 'S, Kpome Toro, cymusl
00s13aHBI IPEAOCTABIATh JOKYMEHTHI B TOCTYITHBIX ISl CIA0OBUAAIIUX JIHI (opMa-
Tax Ha OE3BO3ME3THON OCHOBE ',

91. B A3sepOaiimkaHe uMeeTcs psii peaOMIUTAIIMOHHBIX YUYPEKICHHM, KOTOpEIS
MIPEAOCTABISIOT YCIYTH PAaHHEr0 BMEIIATEIbCTBA CEMBAM M MaTepsIM JeTeH -MHBAIH-
0B8

92. B 2017 rony Acconmanus ansOuan3Ma B Typunu yupenuina Typenknii Hay THBIH
KOMHTET I10 BOIIpOcaM allbOMHN3Ma, B COCTaB KOTOPOTO BOIILUTM HECKOJIBKO Mpodecco-
POB MEIMIMHCKHX HayK. KOMHUTET CTaBUT CBOEH LENbIO pacIIMpeHNe 3HAaHUH U pa3-
BUTHE HCCIENOBaHHMI 00 anbOuHm3Me’® U MOBBINIEHHE KOMIETEHTHOCTH MEIMIMH-
CKHX pabOTHHKOB B BOIIPOCAX albOMHU3MA.

93. B 2019 rogy ucnaHckasi accouuanusi, MpeacTaBIsioNasi HHTEPECH] JIUL C aJlb-
OumHU3MOM (Acconuarus MOMOIIY JTUIaM ¢ allbOMHNU3MOM ), IIPOBEJIa BCTPEUY C PEru-
oHanmpHOW amMuHHCTpanueil Banencun (Mcmanus). Bekope mocie 3To#l Berpeun
OBLITO COOOIIEHO O TOM, 4TO Ha 0a3ze OonbHUIE «Jla Dey» B Bamencun Oymer co3man
SKCIIEPTHEIN EHTp MO BompocaM anbonan3ma’l.

94. Espomneiickuii coo3 paboTaer HaJ MOBHIIIEHHEM 3(PPEKTUBHOCTH COTPYIHUYE-
cTBa B 00JIaCTH JICUEHHS peIKUX 3a00IeBaHu, UTO MOTEHIIMAIBEHO MOTJIO OBl CIIO0C00-
CTBOBAaTh IOBBIIIECHUIO KAa4eCTBA MEIUIIMHCKOTO OOCITYXXMBaHUS JIHI] C albOMHHU3-
mMom®l. Bo dpaHumyu MPaBUTENLCTBO Pa3paboTano MporpaMMy CepTHQUKAIMU IKC-
MIEPTHBIX IIEHTPOB IO BOIIPOCAM PEIKHUX 3a00eBaHUN B HEKOTOPHIX OOJBHUIIAX, KO-
TOpbIe 00J1aatoT HanOOIbIIEH KOMIIETEHIIMEH B cBOMX obOnacTsax. UTo kacaeTcs ajb-
OMHM3Ma, B CTpaHE CYyHIECTBYIOT JIBa IICHTPA, CHEIUATN3UPYIOIINXCS Ha AEPMaToJIo-

MU, U TPU LEHTPA, CTIENUATHU3UPYIOIIMXCA Ha 0(TantbMonoruu 2,

2 Jlanus (Marckast acconuarus aipbOMHNU3Ma).

3 Tam xe.

" Ycnanus (Acconuanus MOMOIIU JTHIAM C aJbOMHU3MOM).
> Tepmanns (HanuoHanbHas OpraHU3aIms 110 BOMPOCAM adbOMHU3MA M THIIOTIMTMEHTALIUH]).
6 Crnosenus (rocynapcrso).

7 Tam xe.

8 Asep6aiimxan (rocynapcTso).

™ Typuus (Acconunanus ansOMHA3MA).

80 Ycnauus (Accomuanus MOMOIIH JINIaM C aTbOUHU3MOM).
8 dunnaagus (PuHCKaS acconuanus anpONHN3MA).

8 dpannus («Kencmyap»).
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V.

Jlatunckas AMepuka, CeBepHasa Amepuka u Kapuockmii
O0acceiiH

95. Marepuansl OBIITH OIYYSHBI OT 18 3aMHTEepecOoBaHHBIX CTOPOH U3 11 cTpan Jla-
TuHCcKoM AMepuxu, CesepHoii Amepuxu u Kapu6ekoro 6acceiina®. B 6onbmuncTBe
MIPEACTaBICHHBIX MaTEPHAIOB OTMEYAETCsl OTCYTCTBHE JAaHHBIX O JINLAX C alIbOMHU3-
MOM B HAaIIMOHAJIBHBIX MEPENHUCSX HACENeHNs U 00CcIe0BaHMIX, KpoMe Kak B MHOTO-
HanuoHaJdbHOM locynapcrBe bonuBus, B koTopoMm B pamkax HanmoHanbHOW equHON
MIPOTPaMMBbI PErUCTPalliy MHBAJIUAOB OBUIM 3aperHCTPUPOBAHBI JIMINb CEMb JIUI C
anpOnHN3MOM. BOnbIIas yacTh COOpaHHBIX IO PETHOHY NaHHBIX OBLIA IMOTydeHa Oia-
rofapsi yCHJINSM TPaXAaHCKOTO OOIIeCTBa, TAKMM KaK KaMIIaHUH IO IPHUBIICYCHUIO
HOBBIX WICHOB M HCIIONIb30BAaHHUE COIMAIBHBIX ceTei. TakuMm oOpa3oM, 3apeructpu-
pOBaHHBIC YHCIIA JTUI] C allbOMHU3MOM, KOTOphIe KoeomoTess ot 200 qo 2000, mpen-
CTaBIISIOT cO00 MpeaBapuTEIbHbBIE OLICHKH.

96. B oOmuHAaX KOPEHHBIX HAPOIOB CTEIEHb PACIPOCTPAHEHHOCTH T1a30K0KHOTO
aTbOWHN3MAa BTOPOTO THIIA BAPBUPYETCS OT YMEPEHHOTO JO OTHOCUTEIBHO BHICOKOTO
u cocrtaBisgeT ot 1 Ha 28 gemoBek m0 1 Ha 6500 YenoBeK B pa3IMYHBIX OOMIMHAX KO-
PEHHBIX HapoaoB Ha rore bpasmmmn, rore Mekcuku, Boctoke [laHaMmbl 1 1oro-3amajue
Coenunennbix IlltatoB AMepuku®. PacnpocTpaHeHHOCTD albOMHU3MA CPETU HHIEH-
IIEB XOH COCTABISET, IT0 OIIeHKaM, Ipuomu3uTensHo 1 Ha 200 yesoek®. Ere Goiee
BBICOKAsI pacIpoCTPaHCHHOCTh HaOmoqanachk cpenu wHAekneB kyHa B [laname, mis

KOTOPBIX 3TOT IOKa3aTeslb COCTABIAET, 10 oleHKkaM, 1 Ha 160 uenoBex®,

97. BOJXBIIMHCTBO JHI] C ATLOMHU3MOM B APTeHTHHE IMPOKUBAIOT B TOPOJACKHUX paii-
OHax, TAe AOCTYI K OOIIECTBEHHOMY TPAHCIOPTY M MEIUIIMHCKUM yCIIyraM JUIsl JTUI]
C TaTOJIOTUSIMU 3PEHUS U KOKHM MOKeT ObITh npome®. B Unam aHanornuxas cuTya-
1usi: GONBUIMHCTBO JIUI C aTbOMHU3MOM KUBYT B CanThbaro-ae-Ymm®. B Komymouu
OOJBIINHCTBO JHUI[ ¢ AIHOMHU3MOM IpoXKuBaOT B 4 u3 32 nenmaprameHTtoB (boska,
AnTtnokus (a koHKpeTHO — B CaHTyapno u Mapununse), Kynaunamapka u Banbe-
nenb-Kayka)®. B Dkamope GONBIIMHCTBO TPOXKMBAKOT B NMPOBHHIUAX MaHalw,
Canro-Jlomunro-ne-noc-Tcauunac, Tynrypaya, Acyait, YumGopaco u IMuuunua®, a
Ha ["auTi GONBIIMHCTBO JINI C ATLOMHU3MOM XUBYT B OTAAJICHHBIX palioHax 3a mpe-
nenamu roponos®. Kopennwie Haposasl KyHa B [laHaMe MPOXKHMBAKOT HA apXHUIENATe
Can-bnac Ha arnanTudeckoM nodepexbe. B mocnennne rogsl MHOTHE MUTPHUPOBATH
C OCTpOBa Ha MarepuK, B Bepakpyc n Appaiixan (mpoBuHinus 3anannas [lanama) u
Kyna Herpa B ropogne IManama®,

98. O6HIa$I HCXBATKa JaHHBIX O JIMIax C ansOMHU3MOM CcTala HpPIIII/IHOﬁ OrpaHu-
YEHHOCTH 3HAHUN 00 MX MHOJI0KCHUH B PETUOHC U MOKCT HCTATUBHO CKAa3aTbCs Ha

8 TIpasutenscTBa Bonmueun (MuoronannonansHoe FocynapcTBo), ['BaTemMansl u DkBajgopa u
OpraHu3alfy TPaxJaaHCKOro oduecTBa ApreuTunsl, Benecyans! (bonuBapuanckas Pecnyonuka),
Tl'autn, I'Batremansr, Komym6un, Mekcuku, [Tanamsr, [Taparsas, Uunu u DkBagopa. CM. cHOCKy 1.

84 Charles M. Woolf, “Albinism (OCA2) in Amerindians”, Yearbook of Physical Anthropology, vol.
48 (2005).

8 Philip W. Hedrick, “Hopi Indians, ’cultural’ selection, and albinism”, American Journal of
Physical Anthropology, vol. 121, No. 2 (2003).

86 Irén Kossintseva, “The moon children of Kuna Yala: Albinism in San Blas islands of Panama:
Review, directions in research and aid”, Journal of the American Academy of Dermatology, vol.
64, No. 2 (February 2011). URL: https://www.jaad.org/article/S0190-9622(10)01212-0/fulltext.

8 Aprentuna («CUMIIIEMEHTE AMHUTOCY).

8 Yunu (HenpaBuTeNbcTBEHHAS OPraHU3alUs MO Pa3BUTHIO allbOMHOCOB).

8 Komym6us («Anbpbunoc ne kopacon» n « Ans6unoc nop Konom6uay).

% Jkpanop (poua anb6uHOCOB «IIbENb JIE aHXENbY).

% Tautu («®oHAACKOH aTBba»).

9 Tlanama (JI>xakonmaa ayauaHo).
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peanu3anUy UX OCHOBHBEIX INpaB. He3aBUCHMBIH SKCIEpPT OTMEdaeT, YTO rocynap-
CTBaM-4JIeHaM HeOOXOIMMO cOOMpaTh JaHHBIE O JIMIAX C aJIbOMHU3MOM HE TOJIBKO B
paMKax HallMOHAJIBHON MEPENHCH HaceJIeH s, HO TaK)Ke U B XOAE COOTBETCTBYIO IIIMX
CEeKTOpPaNBHBIX 00CIeNOBaHUN (HalpuUMep, IO BOIIpOcaM 34paBOOXpaHEHUs, 00pa3o-
BaHUs, HHBAJIMIHOCTH M PEIKHX COCTOSHHU) B CPOYHOM IMOPSIKE H C COOIIONCHUEM
MPUHIIMIIA «HUKTO HE JTOJDKCH OBITh 3a0bIT». JlaHHBIE MOTYT OBIThH MOJIy4YEHBI TyTeM
BKJIFOUCHHSI KOHKPETHOTO BOIIpOca 00 aJbOMHU3ME B HAIMOHAIBHBIC IIEPENUCH Hace-
JICHUS] B COOTBETCTBUHU C METOIOJIOTHEH, PEKOMEHIOBaHHOW BammHITOHCKO# rpyIi-

MO II0 CTAaTUCTHKE I/IHBaJ'II/IZ[HOCTI/Igs.

HopMaTtuBHasi m mosiuTH4yeckasi 6a3za

99. B OonbIIMHCTBE CTpaH pernoHa OTCYTCTBYIOT CIIElIMabHbIE HAIMOHAJIBHBIE 3a-
KOHBI U TIOJIMTHKA B OTHOLIEHHUH MpoOIeMaTHKy anbOoumHu3Ma. BMecTo aToro nuna c
aTbOMHU3MOM 3alIUIICHBI B COOTBETCTBUH ¢ KOHCTUTYHHEH 1 3aKOHOIATEILCTBOM 00
WHBAJIMJIHOCTH ¥ 3/IpaBooxpaHeHun. Hanpumep, komymoOuiickuii 3akon Ne 1680 (2013
roJl) MpeaycMaTpruBaeT BCECTOPOHHIOIO MOMOIIb ISl CIA00BUSIIINX U CIEMBIX JI0-
Jei, HanpuMmep oOecredeHue JIsi HUX Pa3yMHOTO IPHUCIIOCOOICHHSI CPEIbI.

100. HeCMOTpﬂ Ha 5Ty 3aKOHOJATCJIbHYIO 633y, MNOBCEMECCTHOC OTCYTCTBUEC OCBCIOM-
JIEHHOCTH 00 annr0nHU3ME 3a4aCTyIO0 CBOAUT HAa HET MPAKTUYCCKYIO ITOJIb3Y TAaKHX 3a-
KOHOB 114 JIHUII C aILOMHH3MOM. KpOMC TOro, Jmna C aNLOMHU3MOM YacTO HE 3HAIOT
0 CBOCM COCTOAHHH U O BO3MOKHOCTH IIOJYUYCHUA JIBIOT U mocoouii B paMKax mpo-
rpaMm MC,Z[I/IHPIHCKoﬁ IIOMOIIM M ITOMOIIIN MHBAJIMJAaM. B HCKOTOPBIX ClIydasiX MEau-
OUHCKUEC YUPCIKACHUSA TAKKE HC 3HAIOT O TOM, UTO JiMlla C aNLOMHU3MOM UMEIOT mpaBo
Ha MPHU3HAHUC HWHBaJIUAaMH, oo He CUUTAIOT, YTO OHU UMEIOT TAKO€ MpaBoO, I1O0-
CKOJIbKY UMCIOIIHUECA Y HUX HpOGJIeMI)I CO 3pCHUEM HC CUUTAIOTCA JOCTATOYHO CEPb-
C3HBIMMU.

101. B mMarepuaiax, nNpeaACTaBJICHHbIX HCKOTOPBIMHU CTpaHaMH, OTMEUACTCA, YTO B
OTHUX CTpaHaX UMCIKOTCA 3aKOHBI U CTPATCTUU MHKJIFO3UBHOT'O 06paBOBaHI/IH, " 4YTO IJIA
JmI € aTbOMHU3MOM 00€eCTIeYnBaAETCS pa3yMHOC HpI/ICHOCO6J'IeHI/Ie CpChbl.

102. Tem e menee He3zaBUCUMBIM SKCIIEPT OTMEYAET, YTO BO MHOTHX IPEJCTaBICH-
HBIX MaTepualiaXx pedyb UJIET O CTPATETUSX, CBA3AHHBIX C HAPYIICHUSIMHU 3PCHUS, HO
JIWIIb B HEKOTOPBIX U3 HUX 3aTPAaruBacTCs BOMPOC O MpaBe JIMI[ C aJbOMHU3MOM Ha
3I0pOBBE, OCOOCHHO B TOM, UTO KacaeTcs MPO(IIAKTUKN W JICUCHHS paka Koxu. B
9TOM CBSI3M OPTaHU3AIMU T'PAKJIAHCKOTO OOIIECTBA B HEKOTOPHIX CTpaHaX SIBIISIOTCS
JIBIDKYIIECH CHIJION B OTCTAaMBAHUU KOHKPETHBIX MEP B OTHOIICHUH 00CCIICUCHUS MIpaBa
Ha 3[I0POBBE IS JIMIl C aJILOMHU3MOM B paMKaX 3aKOHOJATENIbCTBA U TOJUTUKU.
Hanpumep, B Apreatune B HanioHanbHBIN KOHTpecc ObLUT BHECCH HAITMOHAIBHBIN 3a-
KOHOIPOEKT 00 abOuHU3Me, KOTOPBINA yke ObUT 0100pEH OMHOW M3 TPeX HEeOOXOIH-
MBIX MapJIaMEHTCKUX KoMHUccHid. B Bpaswminu Ha paccMOTpEHUHU B TTapiIaMEHTE HaXo-
JIATCS JIBA 3aKOHOMPOCKTA, KaCAIIIUECs OCYIISCTBICHUS MpaB YeIoBeKa (B 4aCTHO-
CTH, IIpaBa Ha 3J0POBbE) JTHLIAMHM C adbOUHH3MOM %,

103. HeckosibKo TOCYnapCTB-YJICHOB MPUHSIIA 3aKOHOJATEIBCTBO 00 Op(haHHBIX HIIH
penKux 3a00JICBaHUSIX U COCTOSIHUSAX, K KOTOPHIM OTHOCUTCS TaKXe M anbOuHu3M. B
Konym6uu opdanHbie 3a001eBaHUs MPU3HAHBI B KAYECTBE MPEICTABISIONUX OCOOBIH

93

94

Cwm. kommeHnTapuii: http://www.washingtongroup-disability.com/people-albinism-included-
washington-group-questions/.

[IpUHATHIO THX 3aKOHONPOESKTOB MOCBSIICHO cOOOIIeHUE, HanpaBlieHHOe He3aBucuMpiM
skcriepToM B anpec [locTosHHOrO mpencraBuTenbeTBa bpasunuu npu OpraHu3anuu
O6beaunnennsix Hanuit (URL:
https://www.ohchr.org/Documents/Issues/Albinism/OL_BRA June2018.pdf).
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HWHTEPEC U MPUHATHI HOPMBI, HallpaBJICHHBIC Ha 00ecIeueHHe COUUATbHON 3aIIHUTEI CO
CTOPOHBI TocymapcTBa. Takas ¢opma anpbOMHW3MA, KaK TJIA30KOKHBIA aTbOMHU3M,
OBLTa Tak)Ke BKIIFOUCHA B IepedeHb U3 106 peakux 3a00ieBaHUiA, OMyOTUKOBAHHBINA B
«OduuuanpHoM BecTHUKE DKBagopa»’®.

OcHOBHBIE BONIPOCHI IPAB Y€JI0BEKA

3anpemenne AUCKPUMHUHAIIUHA

104. OtcyrcTBue 3HaHUN 00 aTbOMHU3ME B PETHOHE 3a4aCTyI0 BEAET K TUCKPUMHUHA-
LIMH, TOJAMUTHIBaEMON MupaMu 1 3a0IyXAeHUSIMA. B mpencTraBleHHBIX MaTepranax
OTMEYaeTcs, 4TO JIMIA C aTbOMHU3MOM CTaJKMBAIOTCA C TUCKPUMHUHAIMEH 110 MpH-
YHWHE CBOCH BHEIIHOCTU B ApreHture, ['autu, ['Batemaine, Komymouu, Mekcuke, [1a-
Hame, [Taparsae, Unnm n DxBanope. Peakius Ha nul ¢ albOMHU3MOM BapbUPYETCs OT
BOCXMIIIEHUS U JIIOOOMBITCTBA 10 OTBEPIKEHUS U M3IeBaTENbCTB. HekoTopsle U3 HUX
CTaJIKMBAIOTCS C TUCKPUMHUHAIIMEH, B OCHOBE KOTOPOH JIEKUT yOeKAEHHOCTH B 3apa3-
HOCTH anbOmHu3Ma. Hexoropele inna ¢ anbOMHU3MOM, Kak cooOmiaeTcs, moasepra-
IOTCSI OCKOPOJICHHSIM IT0 IPUYMHE CBOETO HECOOTBETCTBUS OOIICIPUHSITHIM CTaHaap-
TaM «KpacoThl», a APYTrHe CTAJIKUBAIOTCS C IpECcieOBAaHUSMH, MOCKOJIBKY H3-3a
CBOEH CBETJIOH KOXH OHH, KaK IPEICTaBIIIETCS, COOTBETCTBYIOT HJI€ally «KPacoThbI»,
KOTOPBIH SIBISIETCST TY>KHUM.

105. HeszaBuCUMBIM KCTIEPT OTMEYAET, YTO B MPEJACTABICHHBIX MaTepuantax coaep-
JKUTCS Mo CCHUIOK Ha HOPMBI, KacarolUecs MpeIoTBpallleHUus] TUCKPUMHUHAIIUU 10
MPU3HAKY IIBETA KOXKU, XOTS B MHOTOYHCIICHHBIX COOOIICHUSIX M3 3TOTO PETHOHA yIIO-
MHHAETCsI, B YaCTHOCTH, JUCKPUMHUHALIMS UMEHHO 10 9TOMY IIPU3HAKY.

106. Kpome TOr0, BCe PECIOHACHTHI COOOIIMIIM O TOM, YTO TUCKPUMHUHALIHS B CBI3H
C HApYUICHUSAMHU 3PEHHUsI PEJCTABIAET COO0M 0OBIYHOE SIBJICHHUE B OCHOBHBIX C()epax
JKW3HU, B TOM YHCJIC B COIMABHOM cdepe, a Takxke B chepax oOpa3oBaHUs, 3IPaBO-
OXpaHEHUS U 3aHATOCTH.

107. TlpencraBineHHbIE MaTepHaIbl CBUIETEILCTBYIOT, YTO UCKIIFOUEHHUE JINII C AlIbOU-
HU3MOM SIBJISICTCSI PACIPOCTPAHCHHOM pealbHOCTHIO B JIaTHHCKOW AMEpHKE U HEKO-
TophIx cTpaHax Kapubckoro GacceiiHa, 0COOEHHO CpeiM KEHIIMH W, B YAaCTHOCTH,
TeX, KTO MPOXHUBAET B CENIbCKUX paifoHax. OT MU ¢ aTbOMHU3MOM TPU POXKACHUU
HMHOT/Ia OTKA3bIBAIOTCS UX POJUTEIH U POJCTBEHHUKH, MOCKOJIbKY OHU HE TOXOKH Ha
YJICHOB UX CeMbH. B psijie mpe/cTaBIeHHBIX MATEPHAIOB OTMEYCHO, YTO YCIEeX JIHIL C
anbOMHU3MOM YacTO 3aBUCHUT OT YPOBHS CEMEHHON MOAICPKKU, KOTOPYIO OHH MOy~
4aloT AOMa U B OOIIMHE, a TAKXKE OT TOT0, HACKOJIBKO XOPOIIO 00IECTBO OCBEAOMIIEHO
00 anbpOnHK3MeE.

310poBbe

108. JInua c anpOnHM3MOM B JlaTMHCKOW AMepuKe W HEKOTOpHIX cTpaHax KapuoO-
CKOT0 OacceliHa CTaJKMBAIOTCA C PSJIOM MPEMSTCTBUI Ha MyTH OCYIIECTBICHUS IIpaBa
Ha 3]I0pOBbE, BKJIIOYasi TAKHE aCEeKThl, KAK CTOUMOCTh, JOCTYITHOCTh U Ka4€CTBO Me-
JUIUHCKOTO o0ciyxuBaHusi. B [Taparsae nuip 2 nporeHTa JUI] ¢ aTbOMHNU3MOM, T10
COOOIIEeHUAM, OTYYIIN HaJJIexkallee AepMaToJIOTHYeCcKoe JIeUeHUE U TOJIBKO 5 mpo-
LIEHTOB XOTs OBl pa3 B CBOEH >XM3HU oOpallaiuch 3a KOHCYJIBTAMSIMHU K JIepMaTo-
nory%. B cenbckux paiioHax reorpaduueckuii akTop ¥ TPAHCIIOPTHBIE PACXOIbI
OTPAaHWYHUBAIOT IOCTYI K MEJUIIMHCKOMY oOciykuBanuto. Kpome Toro, ycimyru u npo-
OyKThI, HEOOXOAMMBIE JHIIAaM C aJlbOMHU3MOM, 4YacTO HCKIIOYAIOTCS W3

% Marepuansl, IpeacTaBIeHHbIEe DKBaIOPOM.
% Tlaparsaii («Ans6unoC [laparsaii»).
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HaIlMOHAJBHBIX MMPOrpaMM OeCILTaTHOW MeTUIMHCKON moMmomu. Hampumep, comHIle-
3aIIUTHBIE CPEJCTBAa WHOTJAa PAacCMATPHUBAIOTCS B Ka4eCTBE KOCMETHYECKOTO IIPO-
NyKTa, a He B Ka4eCTBE OCHOBHOI'O MeJUIMHCKOro mpemnapara®’.

109. st momy4yeHus JOCTyIa K CIIEIHAINCTaM, B TOM YHCIIE K IepMaToIoraM i od-
TaJIBMOJIOTaM, HHOTa TpeOyeTcs AnuTenbHoe oxuaanue. Kpome toro, MennunHcKue
pabOTHHKH B I€JIOM 3a4acTylo 00JafaroT c1abbIMUA ¥ HETOUYHBIMH 3HAHUSMU 00 ajb-
OouHm3Me. B pesynprare OHM HEpPEAKO CTABAT NANMEHTaM HETPABMIHHBIA JUArHO3,
MIPOBOJAT HEHY)KHBIE MEIUIIMHCKIE 00CIIeI0BaHNS HITH IIPEIOCTABIISIIOT OIINOOYHYTO
“H(}pOpMAIHUIO THIaM ¢ aTbOMHIU3MOM HIIN POAHUTEIAM AeTeH ¢ albOMHU3MOM, 9TO MO-
JKET TIOBJIMATH Ha MX 00IIee COCTOSIHUE 370POBbS M NP OAOJKUTENHHOCTh XU3HU. B
HEKOTOPBIX CIydasxX MEAUIIMHCKIE PA0OTHUKH OTKA3BIBAIOTCS 00CITy)KMBATh JIIOACH C
aTbOMHU3MOM BBUY CIOKHBIINXCS CTEPEOTHIIOB U CTUTMAaTH3AIlMN B OTHOIICHUH Ta-
kux aul. OTMedaeTcs TakkKe OTCYTCTBUE IICUXOIOTHYECKON MOMOIIY s JIUIL C allb-
OMHMU3MOM, MHOTHM U3 KOTOPBIX NMPHUXOIHUTCS CIPABIATHCS C KyMYJISATHBHBIMH I10-
CJIEICTBHSIMH ITOCTOSIHHOM TMCKPUMHUHAIINHN, N30JSIIUN U N3/1€BaTEIbCTB.

OobpasoBanue

110. CymecTByIOT Kak OTHOIIEHYECKHE, TaK U (pu3ndecKkue 0apbepsl, 3aTPyIHSIONINE
JOCTYNI K 00pa3oBaHHIO, YTO HEPEAKO NMPHUBOIWUT K HHU3KOM IMOCEIMAEMOCTH IIKOJI
cpenu JHI ¢ aTbOMHN3MOM. HeKoTopble pouTeny OTKa3bIBAIOTCS OT/1aBATh CBOUX Je-
Te-aIbOMHOCOB B IIKOJIY U3-32 YBEPEHHOCTH B TOM, UTO M3-3a CBOETO IIOXOTO 3pe-
HUS ¥ COCTOSIHHSI OHM HE CMOTYT yuuThes. Ha ['antn HeKoTopele poauTean BoBce HE
OTHPABJISIIOT CBOMX JI€TEeH ¢ aJIbOMHU3MOM B HIKOJIY IO MIPUYHMHE O0jiee KOPOTKOH Ipo-
JOJDKUTEITLHOCTH KU3HH, CBSI3AHHOW C TaKWM COCTOSHHEM, W M3-332 YBEPEHHOCTH B
TOM, 4TO 0Opa3oBaHME HE ABISAETCA HenecoobpasHoil nusectunreir . B Komym6uu
HEKOTOPBIX JIeTeH ¢ allbOMHU3MOM 3a0MpaloT M3 IIKOJBI B paHHEM BO3pacTe, IepXkKaT

B3alepTu JOMaA UJIN 34aCTABIAIOT pa60TaTL, qTOOBI IOMOraTh CeMLegg.

111. OTCYTCTBI/IC pa3zyMHOro HpI/ICHOCO6J'IeHI/I$I Cpeabl Jjid JIUI] C IIJIOXUM 3PCHUCM
ABJIACTCA OJHUM U3 Hanboee CYHICCTBCHHBIX HpGHHTCTBI/II\;I Ha IYTH K 06p330BaHI/IIO,
MOCKOJIBKY 9TO BJICHCT 34 coboit 3aJICPKKHU B 06y‘{eHI/II/I U BEIOBITHE U3 y‘{e6HI>IX 3aBC-
HCHHﬁ. I[axce B TEX ClIy4dasiX, KOraa BCIIOMOT'aTCJIbHbIC YCTpOﬁCTBa npeayCcMOTPCHBI
COOTBGTCTByIOHIefI HOJHUTHKON HIIM UMEIOTCS B HaJIM4uWu, ydauimuecsd ¢ aIILOMHU3MOM
" UX IIKOJIbI MOT'YT HC 3HATb 00 UX HaJIWYUH.

112. Kpome Toro, y yuuTenei nopoil OTCyTCTBYET HaJlexKallee NOHUMAHUE SBJICHUS
anbOMHU3MA U CBA3AHHBIX C HUM 1pobiiem co 3perneM®, Bo BpeMs ypOKOB, KOTOpBIE
MIPOBOJATCS BHE NMOMEIIEHHMM, TaKUX KaK YPOKH (U3KYJIBTYPHI, OTPEOHOCTH yd4a-
IIUXCS C ATLOMHU3MOM HE BCET/Ia YUYUTHIBAIOTCA (B YaCTHOCTH, HE YIOBIETBOPSIOTCA
WX TpOochOBl 0 HOmEHUN (HOpMBI, KoTopas Oosnee 3¢h(eKTUBHO 3ammumiana Obl UX OT
COJIHEUHBIX JIy4eH).

3aHATOCTD M 10CTATOYHBIH KU3HEHHBI YPOBEHb

113. OrcyrcrBHe popMaIbHOTO 00pa3oBaHUs WM HETIOIHOE (hopManbHOE 00pa3oBa-
HUE€ CTAHOBSTCS JUIS JINI C aIbOMHU3MOM IPENITCTBUEM JUIS MOJYYeHHS T0CTyna K
3aHATOCTH. BOo MHOTMX ciydasiX OTCyTCTBHE Pa3yMHOTO IpPHCIIOCOONeHUs pabodeit
Cpenbl SIBIsIeTCS TaKXKe MPUINHON HU3KOH pe3yabTaTHBHOCTH JIMI] C aJIbOMHU3MOM. B

97
98
99
100

Konrym0ust («ATb0MHOC 1€ KOPacoH»).

lautn («®oumackoH anpba»).

KomymOus («Ans0uHOC 1€ KOpacoH»).

AprentuHa («Ans0unncMo ApreaTtunay), ['autu («@ougackon anpba») u Komymous
(«AnsbuHoC e kopacon» u poHA «AnbouHOC nop KonombGuay).
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pe3ynbrare JInna ¢ albOMHU3MOM 9acTO HaXOIAT paboTy Ha OTKPBITOM BO3JyX€, 4TO
JieaeT UX KOXKY IOIBEP>KEHHOMN COJTHEYHOMY BO3JEHCTBHIO M MOBBIIIAET PUCK paKa.

114. IuckpuMUHALNS U CTUTMATH3AMHS SIBISIOTCS JOTIOTHATEIHHBIMHU MPETSTCTBU-
SIMU, 3aTPYOHSIONIAMH JINIAaM C aJbOMHU3MOM JOCTYN Ha PHIHOK Tpyaa. Paboroma-
TEJIH 9acTO HEIOOICHUBAIOT MX BO3MOXXHOCTH U criocoOHOoCcTH. HekoTopsie padboTo-
JlaTed HE XOTAT MPUHHUMATh Ha paboTy IHI] ¢ aTbOMHU3MOM, IMOCKOJBKY HE XOTST
HECTH OTBETCTBEHHOCTH, €CJIU TAKOH YEJIOBEK M3-32 CBOETO ILIOXOTO 3PEHUS IMTOTYIUT
0KOT'M MJIM JpyTHe TpaBMbl Ha pabouem mecTe o,

115. dunaHCOBBIC KPEIUTHI Ha CO3/laHHE OM3HECa 3a4acTyl0 HEIOCTYITHBI JUIAM C
aTbOMHU3MOM H3-32 OTCYTCTBHUS y HUX JOCTAaTOYHOTO OOECIEUYCHHUS, IIOCKOIBbKY OHH
HepeNKo OTHOCATCH K SKOHOMHYECKH HeOIaronolyytsiM cliosaM Hacenenus 2, B Ia-
parBae 20 MPOIEHTOB OT OOMIEH YHCICHHOCTH HACEICHUS C allbOMHU3MOM >KUBYT B
HuIIeTe, U3 HUX 30 IPOLEHTOB — 3TO KEHIIMHBI, UMEIOLIUE AeTel-anb6unoconi®,
Ha I'antu >keHIIWHBI, KOTOPHIX, Kak coolmaercs, Opocwi orer] ux pebeHKa ¢ anp0ou-
HHU3MOM TIOCJIE €TO POXKICHUS, 3a9aCTyI0 UMEIOT CKYIHEBIE CPEICTBA U, [IJTIT TOTO YTOOBI

noMorarb CBOUM CEMbSM, BBIHYKACHBI HOHpOH.IafIHPI‘IaTB Ha ynnuax104.

JocTyn k npaBocyamIo 4 CpeAcTBAM NPABOBOI 3a1LUThI

116. B GonpIIMHCTBE MPEICTABICHHBIX MAaTEPUATIOB OTMEYACTCS HATMINE B COOTBET-
CTBYIOIINX CTPaHaX OOIIUX MporpaMM Iopuandeckoil momommu. OIHAKO JUA C allb-
OMHHU3MOM H WICHBI UX CEMEH 9acTo HE 3HAIOT O CBOWX IIPaBax U O TOM, Kak 3¢ dek-
THUBHO UX NMPUMCHATE.

IlepenoBas npaKkTUKa

117. B HeKkOTOPBIX MPEACTABICHHBIX MaTepualiax MoJ4epKUBAETCS BAXXHOCTh Mex-
JIYHAPOJIHOTO JTHS PAcCHpOCTpaHCHUs UHPOpMaIuu 00 aTr0MHU3ME, KOTOPBIH MO3BO-
JISCT 3aMHTESPECOBAaHHBIM CTOPOHAM, BKIIFOUasi TPAXKIAHCKOE OOIIECTBO, MPUBJICKATH
BHUMaHHE K OCJCTBCHHOMY ITOJO0KCHHUIO JIUI] ¢ AJIb,OMHU3MOM. TpaJuIlMOHHbBIC CPE/I-
CTBa MacCOBOH MH(GOPMAIMK U COI[UAIIBHBIC CETH aKTUBHO HCIOJB3YIOTCS Tpa)aaH-
CKUM OOIIECTBOM JJIsi OCBEIICHHS MPOOIJIEM, C KOTOPHIMU CTATKHBAIOTCS JIMIIA C aJTb-
OWHHU3MOM, BKIIFOUAS] MAPTHHATU3AIUI0, CTUTMATH3AINIO U TUCKPUMHHAIIHIO, a TAKIKE
MOrTH OBl BHECTH MTO3UTUBHBIN BKJIQJ B 3alIUTY UX MPaB MyTeM MPOBEACHUS Pa3bsic-
HUTEJILHON pabOThI CpEeIH HACCIICHHUS.

118. Jlearenu KyJbTyphl pErMOHA TAK)KE CITOCOOCTBOBAJIN MOBBIIIEHUIO OCBEIOMIICH-
HOCTH O JHIax ¢ ansoumHuzMoMm. Hanpumep, 14 nexadbps 2018 roga Poben Mxkc, my-
3bIKaHT-abOMHOC M3 CoequHeHHbIX 11ITaToB M 3alIMTHUK MTPaB JUI C aJTLOMHU3MOM,
B YAaCTHOCTH BBICTYNAIOIIUK MPOTHB M3/€BaTEIbCTB HAJl HUMH, NPOBEJ KOHIIEPT BO
HBopue Hamuii B XKenee. Bnocnenctsun, B aekadbpe 2018 rona, Ynpasienue Bep-
X0BHOT0 Komuccapa Opranuzainuu O6beaquHeHHbIX Hanumii o npaBam denoBeka rnpu-
CBOWJIO €My O(HMIMaIbHBIA CTaTyC «3alIMTHHK IIPaB YeJOBEKa» B paMKax WHUIIHA-
THUBBI [0 MTPU3HAHUIO PABO3ANIUTHUKOB BO BCceM Mupe 1%,

119. B DxBanope B cratbsax 47 u 48 KoHcTuTyIun npu3HaroTCs MpaBa UHBAIUIOB U
MIpEeAyCMaTPUBAIOTCSI MEPBI, HEOOXOAUMBIE JJIsI OCYIIECTBICHHUS ITUX MPaB C IOMO-
LbIO IIJIAHOB U IPOTPaMM [0 YPaBHUBAHUIO BOZMOXKHOCTEH HHBaIu10B. B Aprentune

101
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105

Konymbust («AnpbuHOC 1€ kopacon» u ¢poua «AnbouHoc nop Kosombuar).
KomymOus («Ans0uHOC 1€ KOpacoH»).

[Taparsail («Ans6unoc Ilaparsaii»).

lautu («®oumackoH anpba).

Cwm. https://albinism.ohchr.org/story-robdarius-roben-x-brown.html.
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VL

OBLIT pa3paboTaH MPOTOKOJ IS BCeX YPOBHEH oOpa3oBaHMs, C TEM YTOOBI IIPUBIICYD

BHUMaHHUE K MOTPEOHOCTAM yqaIuxcs ¢ anbouHn3Mom %,

120. Bo MmuoronanuonainsHom l'ocynapctBe bonmBusi ynocTOBEpeHHE WHBaJIWAA
HaJIeIISIET €T0 JAepKaTeliel T0CTYIIOM K TbrotaM, TaKUM Kak ClielHaIbHbIe Tapu(dsl Ha
mpoe3a B 00IEeCTBEHHOM TPAaHCHOPTE W IMPOTpaMMBbl KPEAUTOBAHUS M MHUKPOKpPEIH-
TOBaHUA. MeIUIIHCKOe OOCTYy>KMBAaHWE Ui WHBAJIUIOB TaKXe SBIsICTCS OecruiaT-
HBIM, B TOM YHCJIE YCIyTH IO KOHTPOI PUCKOB IS 3A0POBbBs, CBA3aHHBIX C albOH-
HHU3MOM, U TEHETHYECKOe KOHCYIBTHPOBaHUE.

121. B KoxymObun OBII0 MOATOTOBIIEHO PYKOBOACTBO 11 MHBAJIHUIOB IO JOCTYITY K
npaBocyauto u [IpOTOKOT M0 HHKITFO3UBHEIM IOPUIHIECKIM KOHCYIBTAUIM U paboTe
LIEHTPOB IPUMHUPCHUS U/UITH apOUTpaxa Il HHBAIHUIOB, KOTOPBIE MOT'YT IIOMOYb JIH-
I1aM ¢ aTbOWMHN3MOM B TTOMCKE 3 (PEKTHBHEIX CPEACTB IMIPABOBOM 3aIUTHI.

Banaxnuii Boctok u CeBepHas Adpuka

122. He3aBuCHMBIN 3KCIIEPT OTMETHIIA CYIIECTBEHHYIO HEXBAaTKY JTaHHBIX O JIHIAX C
anbOnHU3MOM B peruone biamxuero Boctoka u CesepHoit Adpuku. CortacHo moJry-
YEHHBIM MaTepuajam, TOJIbKO JIBE 3aMHTEPECOBAHHbIE CTOPOHBI MPECTaBHIA HHDOP-
manuio'”, a umenno Mcnamckas Pecniy6nuka Mpan u Mopnanus. Onnako Hezasucu-
MBIH AKCHEPT MOJTyUHIa pa3IndHble KIMHUUYECKHE HCCIEI0BAaHUS, CBUIETEIHCTRYIO-
1[¥e O TOM, YTO JIHIA C aJIbOMHU3MOM IMPOXKHUBAIOT B 3TOM PErHOHE, B TOM YHCIIE B
Amxupe, Erunte, Mopnanuu, Ucnamckoit Pecriyonuxe Mpan, Mapokko u TyHuce. B
MapoKko He1aBHO yUpexJeHa IrpyIna, IpeAcTaBIsionias HHTEPECHI JIUII ¢ aJTbOUHU3-
MOM, OJIHAKO JITaHHBIX, KOTOPbIE YKa3bIBaJIH OBl Ha CyIIECTBOBAaHUE OpPTaHU3alui 00-
IIECTBA B APYTUX NEPEUUCICHHBIX CTPaHaX, UMEETCs MaJo.

123. He3aBucuMmBbIii 5KkcriepT noiyunia nHbpopManuio ot MipaHckol accolManum ajib-
OMHU3Ma, TVIaBHAas 3aJlaya KOTOPO COCTOUT B TOM, YTOOBI MOOYIUTH MPABUTEIHCTBO
Cephe3HO PAcCMOTPETh MOTPEOHOCTH JIUIl C aJbOMHU3MOM M Pa3padoTarh IUIaH MO
YIIOBJIETBOPEHUIO ATUX MOTpeOHOCTEH. Acconanus Tak)Ke 3aHMMAeTCs TOBBIIIE HUEM
MH(pOPMUPOBAHHOCTH U OCBEJOMIICHHOCTH 00 aibO0MHU3ME B CTpaHe, OOpsCh C Hera-
TUBHBIMH CTCPCOTUIIAMHU, OKa3bIBas MOAJACPIKKY POJUTCIIAM HeTeﬁ C aJ'lB6I/IHI/13MOM,
COJICHCTBYS 3aHITOCTH M IMOJYYCHHUIO JTOXOJIOB U OKa3blBasl YCIYrd JUIAM C ajabOu-
HU3MOM B OTHAJICHHBIX palioHax. Ha ceromHsmHuil JeHb 3aperucTpupoOBaHO OKOJIO
300 uneHOB accoIanuy, KOTOpPbIE MPOBOAST CBOMU BCTpedyu B TerepaHe oawH pas B
ronx Ha MeponpusaTuu moj HaszBanueM «Konrpecc HMpaHckoit accomuanuu anbOu-
HHU3Ma».

124. TlonyueHnHas uHpOpMaIUs CBUAETENBCTBYET O TOM, uTo B Mcnamckoit Pecmy6-
nuke MpaH He cyliecTByeT Kakux-In0o opuIMaibHO COOPaHHBIX JAaHHBIX O PaCIpo-
CTpaHeHHOCTH anb0uHN3Ma. Ciraboe Uity II0X0e 3peHNE U BRICOKAs MOABEPKEHHOCTH
PaKy KoK IPEIICTaBISIOT COOO JIB€ OCHOBHBIC MPOOJIEMBI JUIsl JIUI] C alb,OMHU3MOM
B 3TO# cTpaHe. DTH MpoOJIeMbl 3aTParuBalOT HECKOIbKO IMpaB YeJIOBEKa, BKIIIOYas
IpaBoO Ha 3J0pOBbE, oOpa3zoBaHWe M HeAucKpuMHUHanMoO. CyllecTByeT pealibHas
HEOOXOAMMOCTh O0ECIEeYUTh MPaBO JIMI[ C aJbOMHU3MOM Ha MOJIyYeHHUE Trocyaap-
CTBEHHBIX JILI'OT U MOCOOUH MJIM y4acTHe B TPOrpamMmax, Kacarolniuxcs MHBAJIUIHOCTH
Y 3JI0pPOBbs, 0COOCHHO B TOM, UYTO KacaeTcsi MPO(HIAKTUKH U JICUCHHS PaKa KOXKH.

125. JIpyrue npo0iieMbl, 0 KOTOPBIX ObLJIO COOOIIEHO, BKIOUAIOT CTUIMATH3AIUIO U
TUCKPUMMHAIINIO, B TOM YHCJIE MyOJIMYHBIE YHI)KCHHS; COLIMAJIbHBIC NMPEMSATCTBUSA

106
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AprentrHa («CHMIUIEMEHTE aMUTOC)).
Marepuansl, npeacrasieHusie Mopaanueii (Pama 3accun Mycnum Anp-1llanax) u Upanckoit
accoumanueit anpounusma, URL: www.albinismngo.ir.
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VII.

IUTsL BCTYIUICHHS B Opak, MPeACTaBIAIOMNNA c000H HHCTUTYT, KOTOPBIA CIIOCOOCTBYET
OCYIIECTBIICHUIO IPaB W NPUBHIETHH; TOCTYyH K 3aHATOCTH; M COLHAIBHYIO H30JIs-

LUIO, CBSA3AHHYIO C BHEIIHOCTBIO JIMI ¢ albOUHU3MOM, B YACTHOCTH eBouek %,

126. Tlonyuennas wHpopmarus o6 Mopmanwm yka3piBaeT Ha OTCYTCTBHE B ITOH
CTpaHe JaHHBIX O JHUIAX ¢ anbOonHn3Mom ®, 3HaunTeNbHAS YACTh HACENEHUS C allb-
OMHH3MOM, KaK cooOmaeTcs, He 3HaeT O TOM, KaK CIPaBUTHCI CO CBOMMH Ipolie-
Mamu. Kak mpencraBisieTcsi, B CTpaHe HE NMPOBOASTCS TOCYIapCTBEHHbIE KaMIIAaHUU
IO MOBBIIIEHUIO OCBEIOMIICHHOCTH I10 3TOMY BOIIPOCY.

127. Kpome TOro, B IpeCTaBICHHOM MaTepHaye ObJIO OTMEUEHO, YTO JINIA C aIb0ou-
HH3MOM CTaJIKMBAIOTCS C COIMAIBHON N30ISIINEH, B TOM YHCIIE CO CTUTMAaTH3auel u
JUCKpPUMMHAIINEH 10 IPHU3HAKY [BETAa KOXH, IO3TOMY HCIOJIb30BaHUE OCKOPOUTEIh-
HBIX CJIOB M HACMEIIKH MPEACTABISIIOT cO00i1 0ObIYHBIE ABICHHs. B 001mecTBe cyime-
CTBYET HEIIPUSATHE B IUTaHE COLMAIIBHBIX OTHOIIEHUH M, B YaCTHOCTH, Opaka, 4To BIIU-
sIeT Ha JINI ¢ aJIbONHU3MOM HE3aBHCUMO OT UX IOJIa.

128. HeCMOTpﬂ Ha TO 4YTO JIMOa C aJ'IB6I/IHI/I3MOM, KaK OTME€4YacTCA, UMCKOT BO3MOX-
HOCTb MOJB30BATHCA TEMHU KE NPEAYCMOTPCHHBIMU 3aKOHOM IIpaBaMH, 4TO U WHBA-
JINABI, HAa IPAKTUKE CYHICCTBYIOT MPCIISATCTBUSA.

129. OGecrieyeHue pasyMHOTO MPUCIIOCOOICHHSI NIKOIBHOM 1 pabodei cpensl sIBIs-
eTCs CIIOKHOM 3a/adeii, IaBHBIM 00pa3oM u3-3a pacxonoB. Kpome Toro, yuammuecs ¢
aTbOMHU3MOM, KaK COOOMIAeTCs, CTAIIKMBAIOTCS C M3EBAaTEILCTBAMHU B IIKoure. s
Marepeil gereil ¢ anpbOMHN3MOM He OOecledynBaeTCsl paHHEE BMEIIATENIbCTBO, B TOM
YHUCJIe UM HE MPEAOCTaBISIOTCS pEeCypChl M CONMAIbHAS MOAAEPKKA ITOCIIE POXKICHUS
pebenka. Jlnna ¢ anbOMHM3MOM JOJKHBI CAaMU HCKaTh WH(GOPMALIHIO O CBOEM COCTO-
STHUM U O TOM, KaK BOCIIOJb30BaThCS CBOMMH INPABAMH, B TOM YHCIIE MOCPEICTBOM
rOCYapCTBEHHBIX JIBIOT M TOCOOMIi, Ha MOIydeHHE KOTOPHIX OHU MOT'YT HMETh ITPaBO
B paMKax IPOTPaMM JJIs1 HHBAJIMUOB ¥ IPOTrpaMM MEAUIIMHCKOTO OOCTY>KHBAHMSI.

130. B cBsa3u ¢ HepocraTtkoM mH(popmarnun He3aBHCHMBIA SKCIIEPT MOAYEPKUBACT
HEOOXOAMMOCTH TOTO, YTOOBI ITPABUTENBCTBA U 3aUHTEPECOBAHHBIE CTOPOHEI B PETHU-
OHE COCPENOTOYMIIM BHHMAaHUE HAa MOBBIIIEHHHM OCBEIOMIIEHHOCTH U PACIIMPEHUU
3HaHUH OOIIECTBEHHOCTH 00 anbOnHHM3Me. BakHO OTMETHTH, YTO CyIIECTBYET IIO-
TpeOHOCTH B OKa3aHUMU COJACHCTBHS B IIPEIOCTABICHUH BCTIOMOTAaTEIbHBIX YCTPONCTB
1 o0ecIiedeHn s JINI C aJIbOMHU3MOM Pa3syMHOTO IPUCIIOCOOJICHHSI CPEIbl B IIIKOJIE
1 Ha pabouem mecre. [IpuMepsl epeoBOil IPAKTUKH, NPUBEICHHBIE B HACTOSIIEM
JIOKJIaZie, a TAaK)Ke U3JI0KEHHBIE HIKE PEKOMEHIAWH MOMOTYT 3aMHTEPECOBAHHBIM
CTOPOHAaM B 3TOM PETHOHE B IPUHSATHN HEOOXOAUMBIX MEpP, C TEM YTOOBI 3HAUUTEIHLHO
YIIYYIIUTh CUTyaluio B cepe OCyIIECTBICHUS MPaB YEIOBEKa JINIIAMH C albOMHU3-
MOM B CBOUX CTpaHax.

BbIBOABI M1 peKOMeH AU

131. B pa3HbIX pernoHax Mupa Ha0Jlo1aeTcs pa3jiMn4yHoe MOJI0KeHUue B 00/1acTH
npas 4ejioBeKa JUI ¢ aJdb0MHN3MOM. OJHaAKO OTaedbHbIe MPOOJdeMBbl Xapak-
TepPHBI AJI51 BCeX PerHOHOB, 2 MMEHHO I1y00Koe HeMIOHUMAaHue U MUCTHUKanus
3TOr0 COCTOSIHUS, KOTOPbIe MPUBOASAT K Pa3jiuYHbIM ¢GopMaM AUCKPUMUHALUH,
HAaYMHasl CO CTABIIMX HOPMOIl MCIOJbL30BAHUS OCKOPOUTENBHBIX CJOB, HACMe-
1IeK, U3/1eBaTeJdbCTB, COMATLHON H30JASIIIUM M CTUTMATH3AUN M 3aKAHYMBas
HanaJeHUusIMM M APYrMMHU KpaiiHuMHU popmamu HapymeHuii. KpoMe Toro, anna
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Cwm. https://www.iranhumanrights.org/2018/11/people-with-albinism-struggle-to-access-crucial-
treatment-and-support-in-iran/.
Wopnanus (Pama 3accur Mycnum am-Ilanax).
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¢ a1b0MHU3MOM, KaK NMPAaBUJIO, CTAJKHBAIOTCS C YA3BUMOCTAMHM B IJIaHe 3/10pO-
Bbsl, KOTOPbIe BO MHOTHX CJYy4YasiX BIUAIOT HA MPOJOJKMTENbHOCTD UX KM3HH, a
TaKKe ¢ OTCYTCTBHEM HaJJIesKalluX YCJOBMH JIsl JMIl ¢ HAPYUIeHHeM 3peHHs,
JAMCKPUMUHALIMEH 10 MPHM3HAKY LBETA KOKU U BO MHOTMX CJY4YasiX ¢ KpaiiHei
HUILETOM.

132. He3aBucHMBIH JKCIEPT NMOATBepP:KIaeT 00mIeM3BEeCTHBINH (akT HaIMYUSA
NPAMON CBA3M MeXK/1y YPOBHeM 001ero pa3BUTHUS CTPaHbI H OCylIeCTBJIEHHEM
NpaB YeJIOBEKa JUIAMH ¢ aJb0uHN3MOM. [103TOMYy BecbMa YMeCTHO TO, YTO L EJIH
B 00J1aCTH YCTOHYMBOIO PA3BUTHUS OPHEHTHPOBAHbI HA HAau0oJIee MAapPIrUHAJIU3H-
POBaHHBIE TI'PYNIbI, MpeIlycMaTpuBasi 0053aTeIbCTBO HHKOro He 3a0bITh, B
NMepBYIO oYepelb CAMbIX OTCTAIOLIUX.

133. AHanoru4HbIM 00pa3oM, KaK NpeAcTABJIsETCs, CylleCTBYeT NpPsiMasi CBA3b
Mekay (pu3nveckoil 3aMeTHOCTBIO JIMI ¢ AJILOMHU3MOM B OOLIMHE M CTENEHbIO
JAUCKPUMHUHAIMH, C KOTOPOH OHM CTAJKHBaOTCA. YeM 0oJibllIe OHU BbIAEJISIIOTCS
B CBOeil 0011MHe, TeM 00JIbLLIE OHU, 10 BCeil BUAUMOCTH, CTAJIKUBAKTCS C Cepb-
€3HOH cOolMaJbHON H30/5iLUell U NmepeKpecTHOW AuckpuMuHauueii. CupaBen-
JIMBO TaKe U o0paTHoe.

134. Kak 3T0 HU NapaioKCaJbHO, HO TaKasl 3AMeTHOCTbD JIUI ¢ AJbOMHU3MOM, B
HEKOTOPBIX CJY4YasiX BbIPa’KeHHasi B KpaiiHeil cTemeHH, CONMPOBOKIAeTCHA HMX
HEe3aMeTHOCTBHIO BO BceXx cepax 0011eCTBEHHOI0 AMAJIOTa M IPAKTHKH B 00J1aCTH
npas 4ejioBeka. JIOTHYHO NMPeANOJI0KHTh, YTO 3TO CBS3aHO C YHCJIEHHOCTHIO Ta-
KHX JI0/Ieii MJTM MX CTAaTyCOM KOJHMYeCTBEeHHOro MeHbimHcTBa. Kpome Toro, 3To
CBSI32HO C COCTOSIHHEM «HAXOK/IAEHHS [/1e-To mocepenune»*’, a umenno ¢ Tem, 4To
HX 324aCTYI0 BOCIIPUHUMAIOT HJIM KAaK He HMEIOIUX YePHOI0 I[BETAa KOXKHU JTHOO0
AO0CTATOYHOI0 KOJIHYECTBA MeJAHHHA, WU KAK HE0CTATOYHO OeJIbIX, HJIH KaK
CJIMIIKOM 0eJIbIX, WJIM KAK CJIMIIKOM CJIeNbIX, HJIH KaK HeJ0CTATOYHO CJeMNbIX,
WIH KaK MMeIOIUX MHOrOYHCc/IeHHbIe (pOPMbI HHBAJMIHOCTH, HJIH KaK He HMe-
IOIMX MHBAJTHIHOCTH BOBCe JIN00 He MMEIOINHX JOCTATOYHYIO CTeNeHb HHBAJIU/I-
HocTH. EcTecTBeHHO, YTO TaKkas NPOTHBOPEYHBOCTh BOCHPHUATHA NMPOUCTEKAET
U3 COYECTAHUSA HEAOCTATKA OCBEAOMJICHHOCTH O COCTOSIHMH AJIbOMHU3MA, HE3HA-
HHS 3HAYCHHUS TEPMHHA KMHBAJTHIHOCTbY», OlIpeJeIeHHe KOTOPOr0 COACPKUTCH B
KonBeHn MU 0 NpaBax HHBAJIU/0B, YCTOSIBIIEroCs MeJHIMHCKOI0 MOAX01Aa K MH-
BAJIMAHOCTH U He3HAHHUS 0 BHYTPHUITHHYECKHX (POpPMAX PACOBOM JHUCKPHMHHA-
1M, 2 TaKKe OMOJTOrMYecKOro pasHoodpa3us caMoro COCTOSSHHUAI aabL0OMHHM3MA,
KOTOpOe NPOosSIBJIsSETCH B PA3JIMYHbIX YPOBHAX NUTMEHTAIMH U PA3JIMYHBIX CTe-
NeHAX HApYIIeHHUs 3peHus.

135. M3-3a 3TOro jJmuma ¢ aJbOMHH3MOM MOCTOSIHHO OCTAIOTCSH HeOXBAaueHHBIMH
NMpOorpaMMaMHu, CTPATErusiIMHU U MJIAHAMM J1eHCTBHI, KOTOpPbIe B IPOTUBHOM CJY-
Yyae MOIVIM Obl 3AIIMTUTH UX OT JUCKPUMHUHAIMU, 0COOEHHO B TAKHMX 00J1aCTAX,
KaK 3/IpaBooXpaHeHue U 00pa3oBaHue.

136. HecmoTps Ha 3TH npodiaembl, Ha0/a100aeTcsl 3aMeTHBIH nporpecc. B Heko-
TOPBIX CTPAHAX YMEHBIIAETCS YHUCJIO0 CJIy4aeB HaNaJAeHNs. 3AKOHbI U CTPATErHH
0o01Iero NpUMeHEeHUsI HACTOJBKO XOPOIIO Peaju3ylTC B HEKOTOPBIX CTPaHaXx,
4TO JIUIA € AJbOMHU3MOM HMEIOT BO3MOKHOCTBD M0JIb30BATHCS CBOMMH IIPABAMH,
CTAJIKHBASICh NPH ITOM JIMIIbL ¢ MUHHMAJIBLHBIMH NPEeNATCTBUAMHA. MexxayHa-
POAHBII 1eHb pacnpocTpaHeHusi uHPpopManuu 00 aIbLOMHU3MeE SIBJISIETCS] BeCbMa
YCIIEIIHBIM [0 BCeMY MHPY H MO-NpPe:KHeMY 00/1aaeT OrTPOMHBIM MOTEHIMATIOM
B JieJie COAeHCTBUSA NMPOCBEIICHHI0 O00IEeCTBEHHOCTH B OTHOLICHUHN COCTOSIHUS

110

BnepBble 3T0 MOHATHE IPUMEHHUTEIBHO K JINIAM ¢ allbOMHU3MOM OBLIO HCIIOIB30BAHO KEHUHCKUM
cenaropom lMcaakom MpBaypa Uil OMHMCaHHUS €ro ONbITa Kak JiMLIA C aJlbOMHHU3MOM H €ro
HaOJIIOCHUI KaK 3allUTHUKA MPaB TaKUX JIHLI.

27130



Al74/190

28/30

a1b0MHU3MA U NMOBLINIEHUS] OCBEAOMJIEHHOCTH O JHMIAX ¢ AJbOMHM3MOM H HX
npasax. Kpome Toro, Ha6;aronaercst 6ecnpeuneeHTHbIN POCT YMCJIA TPy FPaxK-
JAHCKOro 001ecTBa, NMPeACTABJISIOMINX MHTepPechl JHUIl ¢ ANbOMHU3IMOM. DTH
ycnexu NpHBeJIH K MOSIBJEHUIO BAXKHOWH BO3MOKHOCTH /JISI BBINIOJIHEHHUSI HUKe-
HU3JI0KEeHHbIX PeKOMeHIaluni.

137. He3aBucCUMBIi IKCIIEPT PpeKOMEHYyeT rocylapcTBaM-4/jJeHaM B LeJIOM:

a) NPH KaX/J10il BO3MOKHOCTH, B TOM uHcjie B MexAyHApPOAHbIA JeHb
pacnpocrpaHeHuss uHpopMauum 00 ajnb0OMHU3Me, OTMe4yaeMblid 13 uIOHA, MyO-
JIMYHO OCYKIaTh Bce (POPMBbI M3AEBATEJHCTB, M30JISLNM, TMCKPHMHHAIUU H
CTUTMATHU3ALMH B OTHOIIEHHH JINL ¢ AJIbOMHU3MOM;

b) oxa3pIBaTh MOAAEPKKY (KaK (PMHAHCOBYIO, TAK H TEXHHYECKYIO) Opra-
HHU3ALHUSM I'PAaKIAHCKOI0 001eCTBAa, MPeICcTABISIONIMM HHTepechl JINI ¢ aJIb0H-
HHU3MOM, B X YCHJIUSIX, HANIPABJEHHBIX HA NMOBbILIEHUE 0CBEIOMJIEHHOCTH 00111e-
CTBEHHOCTH 00 aJb0MHM3Me, BKJIOYas NpocBelleHne 001eCTBEHHOCTH B TAKMX
OCHOBHBIX c(epax, kak o0pa3oBaHue U 3APABOOXPAaHEHHUE, a TAK/Ke B OKa3aHUH
Pa3JIM4YHBIX (POPM MOAJEPKKHU JULIAM € AJbOMHU3MOM U YWIeHAM MX ceMeil;

C) BKJIIOYHTH BONPOCHI 00 aJbOMHHM3Me B HAIMOHAJbHbIE IepenucH
HaceJIeHHs], MCMOJIb3Yysl COOTBETCTBYIOIINE PYKOBOAsIHMe 3amMeyaHusi Bammur-
TOHCKOH I'PyNIbI N0 CTATHCTHKE HHBAJHMIHOCTH, 2 TAK/Ke HCIO0Jb30BaTh 00ce-
JOBAaHUS U CHTYAUMOHHBIH aHAJHN3 s c60pa JAHHBIX O JIMLIAX ¢ ATbOMHHU3MOM
¢ Je3arperanueil Kak MUHHMYM IO NPHU3HAKY 110J1a, BO3PacTa, COCTOSHHS 310PO-
Bbsl U PACHIPOCTPAHEHHOCTH 3TOr0 AIBJEHHS B CeJIbCKUX H FTOPOACKHUX paiioHax;

d) oOecmeuyuTh AJH JUI ¢ AJBOMHU3MOM pa3yMHOe NPHCHOCOOJIeHHE
IIKOJIbHOM cpelbl;

e) o0ecne4YuThb, YTOObI Ka4eCTBEHHbIE COJIHLE3aIIUTHbIEe CPeCTBA ObLIN
pacnpocTpaHeHbl, HMeJHCh B HAJHYMH U SIBJSJIUCH IKOHOMHYECKH JOCTYII-
HBIMH JJISl JIMI ¢ AJbOMHU3MOM KAK B FOPOJCKHUX, TAK U B CeJIbCKUX pailoHaX U
NMpeaoCTaABJIAINCH 110 HeOOIbIIOH LeHe N 0ecnIaTHO U 0e3 KaKuXx-JIu0o 01opo-
KPaTU4YeCKUX NPensiTCTBUIL;

f)  BKIIOYATH, KOIZIAa 3TO BO3MO’KHO, MPOrpaMMbl NPOoQUIAKTHKH paKa
KO’KM B IIOJIMTHKY B 00J1aCTH 3{PABOOXPaHEeHHs, HANPABJEHHYI0 Ha 00pbLOy C pa-
KOM B LIeJIOM;

g) BKJIOYUTH HHGOPMALMIO 0 JHIAX ¢ AJLOMHHU3MOM U X MPaBax B 00-
mye ydeOHbIe IPOrpaMMBbI H, B YaCTHOCTH, B IIPOrPAMMBI 110 NOAT0OTOBKE CIIELU-
AJIICTOB BO BCeX COOTBETCTBYIOIIMX CEKTOPAX, 0COOCHHO M0 BONPOCAM HHBAJIH/I-
HOCTH, 00pa3oBaHus, 3APaBOOXPAHEHHNS, 3aHATOCTH, IPABOCY/IUA U OXPAHBI NIpa-
BOINOPAAKA, PACOBOH JMCKPHMHHALIUH, MHOT000Pa3Usl U CTATHCTUKH;

h) mejseHampaBjieHHO MCKATh KBAJM(PUIHUPOBAHHBIX JHIl € ATLOMHU3-
MOM M HA3HAYAaTh MX HA CyIeCTBEHHBbIC JOJKHOCTH B OPraHax BJIACTH H rocCy-
AapCTBEHHBIX YUpPeKIeHHAX;

1)  HMCHOJb30BAaTh NMepPeI0BYI0 NMPAKTHKY, ONMCAHHYI0O B HACTOSIIIEM /10-
KJIajJe, B Ka4yecTBe OCHOBBI JJIs NPUHATHA KOHKPETHBIX Mep, HANPABJIeHHBIX HA
yay4lleHue MOJI0OKeHH B 00/1aCTH NIPAaB JIHMI ¢ a1bL0MHU3MOM.

138. HezaBHCHMBI 3KCIIEPT PEKOMEHAYeT roCyIapcTBaM, B KOTOPBIX ObLIM 3a-
PerucTpHpPOBaHbI CIY4YaH KPAHHUX NPOSBICHUI HACHWJINA B OTHOLICHHMH JIHI C
aJIb0MHU3MOM:

a) NPHHATH KOHKPEeTHbIe Mephbl MO NMPEIOTBPAIEHUIO, 3aIUTE, MOI0T-
YeTHOCTH U HeJONYIICHUIO THCKPUMHUHANNH, IIEPEYUCICHHbIC B PErHOHAJIBHOM
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IJIaHe JeliCTBUH MO NpeKpalleHHI0 HANaJeHUuil U CBA3aHHBIX ¢ HUMHU Hapylue-
HUIl NpaB 4Yesl0BeKa, 0100peHHOM AQPUKAHCKOH KOMHMCCHel N0 mpaBaMm 4eJo-
Beka M HapoaoB U [laHadpukaHCKUM napJaaMeHTOM;

b) coTpyaHHYATH C OPraHH3AMUAME IPAKIAHCKOr0 001IeCTBA, MPeICTaAB-
JIAIOIMMH JHI ¢ a1bOMHU3MOM, NPU NPUHATHH pPellleHuil, 3aTparuBaIux uX
npaBa;

C) TMNPOBOAUTH OLIEHKY MOTPEOHOCTEH JIUII ¢ ATL0MHIU3MOM B 00,1aCTH 0e3-
ONACHOCTH;

d) ofecme4ydTh MOJHBII JOCTYN K MPaBOCYIHIO 1Js KePTB U YIEHOB HX
ceMeid.

139. He3aBucUMBIii 3KCIIEPT PeKOMEHAYET OPraHUu3aAUUsAM I'PAKIAHCKOr0 001ie-
CTBa, MPEACTABIAIONINM HHTEPECHl JIUI ¢ aJL0MHU3MOM, a TAKIKe HccieoBaTe-
JIAM M JIMIIAM, OKa3bIBAIOIIUM UM cojlelicTBHe B OCYILIIeCTBJIEHUH MPAB YeJI0BeKa
U o0ecrneyeHUU UX 0J1aronoJLrydmsi:

a) MOJIOKMTH MPABO3ANIUTHBIA MOIX0 B OCHOBY HHGOPMALMOHHO-IIPO-
NMAraHJIUCTCKOM, IPOCBETUTEIbCKON U HAYYHO-UCCJIeA0BATEIbCKO padoThl M Je-
SITEJIbHOCTH BO BCeX APYrux cepax, cMAr4yaTb HeraTUBHbIE MOCJIECTBHS MeIU-
HUHCKOT0 HJIH 0JIATOTBOPHUTEIHHOTO MOAX0/1a K HHBAJIH/IAM;

b) coTpyaHHMYATH C KJIIOYEeBBIMHU CY0beKTaAMU, aIBOKATAMH, IKCIIePTAMHU
U HCCJIeIOBATE/IIMH B COOTBETCTBYIOIMX c(epax, BKIAWOUYAA Takue chepbl, Kak
HHBAJMIHOCTH, 3IPaBOOXPaHeHHe, 00pa30BaHMe U pelKHe 3a001eBaHUA;

C) COTPYIHHYATH C HCCJEIOBATEISIMH B PA3JIHYHBIX 00JaCTAX H 0KA3bI-
BAaTh UM MOJIEP:KKY B LeJsIX COAEHCTBHA COOPY T0CTOBEPHBIX U HAIEKHBIX JaH-
HBIX 0 JHIAX C AJILOMHH3IMOM;

d) pa3BuBaTh HaNMOHAJbHbIE, PerHoOHAJIbHbIe M TJ00ajdbHBbIE IJIAT-
¢opmbI coTpyIHHYECTBA, B TOM YHCJIe C IOMOIIBIO CeTeBbIX 00beJUHEHUH U IJ1a-
HOB /ICHCTBHUIl, B LeJAX NONYJsApU3allUd U THPAKHUPOBAHHUS IePeNoBOil NMpak-
THKH M BKJIOYEHHS] BOIPOCOB O MOJO0KEHHH B 00JIACTH IPpaB 4YejI0BeKa JIHI C
aJb0MHN3MOM B IOBECTKH JHS Pa3JMYHBbIX HANMOHAJIBLHBIX, PETHOHAJBHBIX U
MeKAYHAPOAHBIX GOPYMOB 110 BOIIPOCAM NPAB YeJ0BEKA U Pa3BUTHSA, IPHMEHSASA
MOCJIeAOBATEeJbHbIH, cTpaTerndecknii 1 3¢ GeKTUBHBINA M0OIX0A.

140. HezaBHCHMBIH JKCIEPT PEKOMEHAYeT HAIMOHAJBHBIM NPaBO3AINHTHBIM
YUpeKICHUAM:

oGecrieyuTh 3G PeKTUBHBIN y4eT MOJI0KeHUS B 00JIaCTH NPAB JIHI C aJ1b0H-
HU3MOM B cBoeil padore;

141. HezaBHCHMBIN IKCIIEPT PEKOMEHAYEeT MEKIYHAPOIHBIM OPraHU3AUAM:

a) HMCKATh OPraHU3aliH, NPeACTABJIAIONINE HHTEPECHI JHUII ¢ aJbONHN3-
MOM, ¥ MPHUBJIEKATh UX K MEPONIPUATHAM MO YKPEIJIEHUI0 MOTEHIMAJIA U MOAT0-
TOBKeE Ka/IpOB B 00J1aCTH NPaB YeJ0BEeKa B L€JIOM, a TAKKe B TAKUX KOHKPETHBIX
chepax, Kak HHBAJTUAHOCTH, 3APABOOXPAHEHHe H 00pa30BaHue;

b) moamep:KUBATH IeATEJLHOCTH IPYINN I'PA’KIAHCKOT0 00IIeCcTBA, Mpe-
CTABJSIOIIMX HHTEPeCHI JIUI ¢ aJbOMHU3MOM, OKa3bIBasi UM TEXHUYECKYI0 U ¢u-
HAHCOBYIO MIOMOIIlb, C T€EM YTOObI OHU CMOIJIM BHIHTH U3 KATerOpUHU cJaadbIX 100-
POBOJILYECKUX O0LIECTB U CTaTh NPO(PeCcCHOHAIBbHBIMYU IPyNNaMH, UMEIOUMHA
CHeNMAJbHBIX COTPYIHHUKOB /ISl 3alIUTHI CBOUX HMHTEPECOB U OTCTAMBAHUS
CBOMX NPAaB HA BCeX COOTBETCTBYWIIUX opymax, 0cOOEHHO B TeX CTPaHaX, B KO-
TOPBIX HAPYLIEHHUS NPAB YeJ0BEeKAa HOCAT 0000 OCTPbIH XapakTep U TpeldyloT
KOHTPOJISI U y4eTa;
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C) LeJeHaNpaBJeHHO MCKATh JHI ¢ AJIbOMHU3MOM M NPHUBJIEKATH UX KO
BCEeM 00IIeCTBEHHBIM JHCKYCCHSIM M0 BONPOCAaM MpaB YeJ0BeKa, B TOM 4YHcJie B
pPaMKax COOTBETCTBYIOIIUX HAINMOHAJIBHBIX M MEKIYHAPOIAHBIX MEXaHHU3MOB M
NMpoueccoB, a TaK:Ke K KOHKPETHBIM 00CYy KAeHHsIM, HAIPUMeP B PAMKaX peruo-
HaJbHBIX ¢opymoB, koTopbiM Opranusanusa O0benunenubix Hanuii nopyyuia
NPUMHUMATH MOCJIeAyI0le MepPbl 10 0CYIIeCTBJIEHUIO LeJied B 00JI1aCTH YCTOHYM-
BOI'0 Pa3BUTHIL.
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