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CeMbJIecIT BOCbMAas ceccus
Ilynkr 24 noBecTKH AHSA
CouuajgbHoe pa3BuTHE

IIpo0JieMBbI B 00J1aCTH COLMAIBHOIO PA3BUTHSA, C KOTOPbIMH
CTAJIKMBAKOTCH JIMIA ¢ AJIbOMHU3MOM

Joxaan I'enepanbHOro cekperaps®

Pesrome

B cootBeTcTBUU ¢ pe3ontonueii 76/130 ['enepanbHoit AccaMOiiel B HACTOSIIEM
JO0KJIa/e MpeACTaBIeHBI Pe3yabTaThl aHAIH3a IPO0JIeM B 00JaCTH COLMAIBHOTO Pa3BH-
THs, ¢ KOTOPBIMU CTAJIKMBAIOTCA JULa C aJ'H)6I/IHI/I3MOM, IIpru 3TOM pacCMaTpUBAIOTCA
0co0bIe MOTPEOHOCTH KEHIIMH U AeTeil. OCHOBHOE BHUMaHHE B HEM Y/AeJseTcs Mpo-
OneMaM B o0iacTu 3ApaBOOXpaHeHMs, 00pa3oBaHus U TpynoycrtpoiictBa. MHdopma-
LMs1, COJepIKAIascs B JaHHOM JI0KJIa/ie, OCHOBaHA Ha CBEJICHHUSX, MIOJYUYEHHBIX OT TOC-
yIapCTB-4ICHOB, NMPEJACTABUTENICH I'PakIaHCKOTO 00I[eCTBa U MEX/AYHAPOIHBIX Opra-
Hu3aluil. B gokiane, COCTaBIeHHOM Ha OCHOBE Pa3JIMYHBIX MaTePHAOB, B YaCTHOCTH
MOJYYCHHBIX OT JIMII C aJ'II)6I/IHI/I3MOM, CoACPpIKATCA PEKOMEHAAINH.

" Hacrosmuii goknaj 6611 MpeacTaBIeH A8 06paboTKu KOH(DEPEHIIMOHHBIM CITY)K0aM Mo3Ke
YCTAHOBIEHHOTO CPOKA B CBSI3U C HEOOXOAMMOCTHIO BKIIFOYUTH B HETO HOBEHITYI0 HHYOPMAIIHIO.
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BBenenune

1. B cBoeit pesomronnu 76/130 Accambiies mpocuna ['eHepaidpHOTO cekperaps
IPEeNCTAaBUTh NOKJIAX O PAa3sIUYHBIX IpobdiemMax B 001aCTH COLUAIBHOTO Pa3BUTHSA, C
KOTOPBIMH CTAJIKMBAIOTCS JIMIA C albOMHU3MOM, YIEIHB B HEM BHHMaHHE OCOOBIM
NOTPEOHOCTAM JKSHIIMH U AeTeH, B TOM YHCJIe MOTPEOHOCTSM, CBSI3aHHBIM C COLIHAIIb-
HOW BKJIIOYEHHOCTBIO, OXPaHOH 3I0POBBs, 00pa30BaHUEM U 3aHATOCTHIO, H Mepam,
IPUHUMAEMBIM B 9TOH CBSA3M, M BKIIIOYHB B HETO PEKOMEHAALMN OTHOCUTEJIEHO Jallb-
HEHIINX MaroB, KOTOPHIE CIeNyeT NPEAIPHUHATE TOCYyIapCTBaM-YICHaM U IPYTHM CO-
OTBETCTBYIOIIMM 3aUHTEPECOBAHHBIM CTOPOHAM I PELICHHS BEISBICHHBIX ITPOOIIEM.

2.  Ha cempaecar BTopoii ceccun ['eHepanpHBIi cexpeTaph mpeactasui [ eHepanb-
HOlt AccamOiiee BceoOBEeMITIOIMH JOKIa O IMpobieMax B 00J1acTH COIMAIBHOTO pas-
BHUTHS, C KOTOPBIMH CTAJTKHBAIOTCS JHIA ¢ ans0uHm3MoM (A/72/169), B KOTOpOM CcO-
JepKajlach OCHOBa JUIsl pabOTHI MO OCMBICICHHIO M yCTPAaHCHHUIO NMPEMATCTBUI Ha
NYTH K UX colMalbHOM uHTerpanuu. Ha cembaecsart uetBepToil ceccuu ['eHepanbHbIit
cekperapb npeactaBmin Accambiee BTopoi nokman (A/74/184), B KOTOpOM OCHOBHOE
BHUMAaHHUE YAENSAJIOCh CPENOBBHIM M OTHOIIEHYECKHM IPENATCTBUAM, C KOTOPBIMH
CTaJKHBAIOTCS BO BCEM MHUpE NInNa ¢ ansOMHM3MOM. Ha ceMpiecsaT mecTol ceccuu
I'enepanpHBIi cekperaps npencraBui Accambiee eme oguH goxian (A/76/769), B xo-
TOpOM 0c000e BHHMAaHHE YAENAETCS BO3JIECHCTBHIO KOPOHABUPYCHON WH(MEKINU
COVID-19 na nun ¢ ansOnan3MoM. [TogHSATEIE B 3TUX MOKIagaX BOIPOCH U COnep-
XKamascss B HUX HH(OpMaIus COXpaHSIOT CBOIO aKTyalbHOCTh. HacTosmuil mokman
JOTIOTHSET MPEABIIYIINE: CoAeprKamasics B HeM 0OHOBIEHHAs MH(POPMANMs, Kacalo-
masics npo0ieM, ¢ KOTOPBIMH CTaJKHBAIOTCA JHUIA C allbOMHU3MOM, OXBATHIBAET OT-
yeTHbIN nepuoa ¢ 2021 no 2023 roasl.

3. B centabpe 2023 roga rocygapcTBaM-4IeHAM, HENIPABUTEIbCTBEHHBIM OpTaHH-
saruam (HIIO) u ctpykrypam Opranuzanun O0sennaeHHbIX Hamuii OplTa pasociana
ankeTa. OTBEeTHl OBUTH MOTYYEHHEI OT § TrocymapcTB-ulieHOB (A3epOaimkaH, BeHecy-
ana (bonmuBapuanckas Pecrybnuka), Utanus, Manapu, Manaiizus, Mekcuka, Toro u
JxBanop), 5 HIIO, npeacTaBuTeneii rpakJaHCKOTO 00IIECTBa M HCCIEIOBATEIHCKIX
yupexaeHuii’, a Taxxke 13 cTpaHOBHIX oTheneHuil JleTckoro gonma OpraHH3alMu
O6beaunennsx Hanuit (FOHUCE®)2. Tlo npockbe psjga cTpyKTyp HpeacTaBleHHbIE
UMH MaTepHallbl He TOoJIeKaT oOHapogoBaHuio. KpoMe Toro, B HacCTOSAMEM JIOKIIaae
UCII0JIb30BaHa HH(OpMaIus, nIpeacTaBiIeHHass He3aBUCUMBIM 3KCIIEPTOM 10 BOIPOCY
00 OCyIIEeCTBICHUH ITpaB YeJIOBEKa JHI[aMU C allbOMHU3MOM B ee JoKiaaax [ enepanb-
Holl Accambiiee u CoBeTy IO IpaBaM YeJoBeKa.

[N

Opranuzanusa «AdQpuKkaHCKas ceTh MNOAICPKKHU JIUI ¢ ATbONHU3MOMY B COTPYTHHYECTBE C
OpraHMu3alUsIMH, 3aHUMAIOIIMMHKCS BOIIPOCAMU, CBSI3aHHBIMU € allbOMHU3MOM, U3 ["anbl, 3amMOuu,
O6benunenHoi PecnyOnuku Tanzanus u FOxxHol Adpuku. MaTepuainsl, IpeacTaBiIeHHbIE
opraHu3anueil « AppuKaHcKas CeTh MOANCPKKHU JIHII ¢ aTbOMHU3MOMY, OCHOBAHBI HAa JaHHBIX,
MOCTYIUBIINX OT CIEIYIOIUX OPTaHU3aNMN: ACCONMAIUSA JINI ¢ aTbOMHN3MOM ["aHbI,
HauuonaneHas neneBas rpynmna no anbouHusMy KOxuoit Agpuku, O6mecTBo anbO0uHN3Ma
Tanzanuu n @onp ansbuHKU3Ma 3am6un. Kpome Toro, maTepuaisl npeacTaBuian Accouuanus
a1 ¢ ansOuH3MoM B Mainasw, LleHTp mo mpasaM denoBeka npu IOpuamdeckom daxynbrere
Vuuepcurera I[Iperopun, Coro3 un ¢ albOMHH3MOM pernoHa uctokoB Huma u Accounanust
JKEHIIUH C aJlbOMHU3MOM.

Marepuains! s gokiana npenctabwin oraeneHus IOHUCE®, peiicTByromne B TaKUX CTpaHax,
kak: AHrouna, 3am6us, 3umbaoBe, Kenus, Komopckue octposa, Jlecoro, Manarackap, Mainasu,
Mo3ambuk, Hamu6us, O6benunennas Pecnyonuka Tan3anus, Pyanna u Yranna.
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I1.

JInna ¢ aJapb0uHu3IMOM
JInua C a.]'ILﬁI/IHI/lZ}MOM

4.  AnbOMHU3M — 3TO CPAaBHHUTENBHO peJKoe, HeMH()EKIINOHHOE, TeHETUYECKH 00Yy-
CJIOBJICHHOE COCTOSIHME, KOTOpOE€ BCTpedaeTcs y JHUI[ 00OHX IOJIOB HE3aBUCHMO OT
STHUYECKON MPUHAJIE)KHOCTH BO BCeX cTpaHax Mupa. OHO XapakTepHu3yeTcs 3Hauu-
TEIBHBIM Je(UIUTOM BHIPAOOTKY MEJaHWHA, YTO NPUBOJUT K YACTUYHOMY WIIHM HOJI-
HOMY oTcyTcTBHIO nurmeHTauuu (cM. A/HRC/24/57, nn. 10 u 11). CymecTByior nBa
OCHOBHBIX BH/Ia aJlbOMHHU3MA!

a) Ima3zoxkokHbIi adbOMHM3M. DTOT BUJ BCTpeuaercst Hanbosiee yacto. OH
XapaKTepHu3yeTcsl HEIOCTaTOYHOCTHIO WM OTCYTCTBHEM BBIPAaOOTKH MeEJaHWHA B
KOXKe, IN1a3aX U BOJOCAaX BCIEACTBHE YHACJIEAOBaHUS HOCUTENIEM JBYX KONMUH H3Me-
HEHHOTI'0 I'€Ha, M0 OJHOM OT Ka)XJ0ro U3 POAUTENEH.

b) Ima3Hoii aapouHU3M. [IperMyIIeCTBEHHO 3aTparvBacT IJia3a, BBI3BIBaS
npo6reMbl co 3peHueM. BeTpeuaercs ropas/io peske, 4eM INa30KOKHBIH anbOounusm S,

5. AnbOMHU3M CONPSDKEH C JBYMs NMPOOJIEeMaMHU 30POBbs: HAPYIICHUSIMH 3PCHUS
Pa3JIMYHO CTENEeHH U BBICOKOH YSI3BUMOCTBHIO K MOBPEKACHHUIO KOXKH yIbTpaduoie-
TOBBIMH JIy4aMH, YTO MOXKET NPUBOJMTE K paKy Koxu®.

6. B ogHOM M3 HEJAaBHUX MCCIEAOBaHUN, MpoBeneHHOM B utone 2023 roxa, oTme-
YaeTCsl, YTO PACIPOCTPAHEHHOCTh 3TOT0 3a00JIEBaHUS «CHUJIBHO BapbUPYETCS MEKIY
KOHTUHCHTAMU U I'pyninaMiu HaCCJICHUA, 1 HAa HEC 4aCTO BJIUAIOT MCCTHBIC (baKTOpr
CpenHsisi pacnpoCTpaHEHHOCTh 3a00JieBaHMs B YeThIpeX apHKaHCKHX CTpaHax Co-
craBuia | ciayyvaii Ha 4264 yenoBeka (Auamna3oH coctaBuia ot 1 ciyuyas Ha 1755 yeno-
Bek 0 1 cioyuas Ha 7900 gyenoBek). PacnpocTpaHeHHOCTH O TpeM cTpaHaM EBpomsl
(cpennee 3Hauenne — 1 cayyait Ha 12 000 yenmoBek B Auama3oHe oT | ciaydas Ha
10 000 yenoBex mo 1 ciaydas Ha 15 000 gemoBex) MokeT OBITH HEJOOIEHEHA, IO-
CKOJIbKY paccMaTpUBaeMbIil (EHOTHUIT B CBETIIOKOXHUX MOMYJISIIIUSIX MOXKET OBITH yIIy-
IICH WJIX HCIPAaBUJIbHO JUATHOCTUPOBAH KakK anbOMHM3M TJIA3HOTO THUIMA UM CaMO-
CTOSATENBHOE HAPYIIEHHUE 3PEHUS» .

7. Kak cBUAETENbCTBYIOT MaTepHalbl, NMPEICTaBICHHBIE B HACTOANIEM JOKJIale,
JAHHBIE O PAacIpPOCTPAHEHHOCTH aJbOMHH3MAa TPAJMIHOHHO OKAa3BIBAIOTCS HEMOJI-
ueiMu®. IeHTp Mo npaBaM yelloBeka NpU YHUBEpcUTETE IIpeTOpUM OTMETHJI, HANPH-
Mep, 4YTO OBIBIINN HE3aBUCHUMBII 3KCIEPT IO BOMpOcaM 00 OCYIIECTBICHUH IIPaB 4e-
JIOBEKa JIUIJaMH C aJbOMHU3MOM PEKOMEHJ0BaJIa BKIIOUYHUTE BOIPOC 00 anb0uHU3ME B
CIenyIollyIo Iepenuck HaceneHus B IOxHo# Adpuxe, TOCKOIbKY 0 CHX IOP B 3TOM
CTpaHe OTCYTCTBYHOT OQHMIMAIbHO COOPaHHBIE CTATHCTHYECKUE TaHHBIE .

3 Marepwuai, npeacTaBieHnbli Utanueil. JJoMONTHUTENbHYI0 HHYOPMAIMIO IO TEMATHKE
anpOMHK3Ma M IpaB 4elioBeKa cM. Ha caiite https://www.ohchr.org/ru/topic/albinism.

4 Cwm., nanpumep, Joseph B. Mabula u apyrwme, “Skin cancers among albinos at a university
teaching hospital in Northwestern Tanzania: a retrospective review of 64 cases”, BMC
Dermatology, vol. 12, No. 5 (2012).

® Jennifer G. R. Kromberg, Kaitlyn A. Flynn and Robyn A. Kerr, “Determining a worldwide
prevalence of oculocutaneous albinism: a systematic review”, Investigative Ophthalmology and
Visual Science, vol. 64, No. 14 (July 2023).

® Marepuansl, npeacrasiaennbie otaenenusmMu IOHUCE® B Anrose u KoMopckux ocTpoBax.

" Dra pEKOMEHAAIHS CONEPIKUTCS B ee JoKiane o noceueHun KOxuHoi Adpuku
(A/HRC/43/42/Add.1, . 36 u 93).
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8.  bonuBapuanckas PecnyOnuka Benecysna ykasana, 4To He coOMpaer JaHHbBIE O
nuuax ¢ anbounusmom®. Ilo nanHbIM AQPHKAHCKOM CETH MOIEPKKHU JHI| C albOu-
HU3MOM, OQUIMATIbHBIC CTATUCTUYECKHUE TaHHBIE B ['aHEe OTCYTCTBYIOT; OLIEHKH OCHO-
BaHbl Ha KOJIMYECTBE WICHOB ACCONMALMU JHUI ¢ adb0MHU3MOM ['aHbl, KOoTOpas B
HacTosIee BpeMs HacuuThiBaeT 2533 uenoseka®. B Yramue, cormacHo npeacrasie-
Huto Colro3a Ul ¢ aTbOMHU3MOM peruoHa ucTokoB Huia, HalMOHAJIbHBIE CTaTUCTHU-
YeCKHe JIaHHbIE 110 KOJNYECTBY JIUI C allbOMHU3MOM OTCYTCTBYIOT. [1o olleHKaM 3Toi
OpraHu3alyuy, B CTPAHE MOTYT MPoXUBaTh oT 15 000 10 30 000 nu ¢ ans6urn3zMOM 2,
Opranuzanust «Accolyanus XCHIIUH C aJbOMHU3MOM», IITAa0-KBAPTHpPa KOTOPOI
HaxoAWTCs B Yrasje, MOSCHMIIA, YTO, CONIacHO HamnumoHanpHOMY IUIaHy NeHCTBUI B
HWHTEpecax JIMI ¢ aJbOMHU3MOM, KOJIHYECTBO JIUI C aJIbONHU3MOM B YraHjae OLeHU-
Baercs Gonee uem B 20 000 gyenopek!t.

9.  Hekotopsie cTpansl, Takue kak Kenus, Jlecotro, Manasu u O6benunenHnas Pec-
nyonuka Tan3zaHus, cOOMpPArOT NaHHBIE O JHIAX ¢ anbOMHU3MOM. [lo naHHBIM oThe-
nenuss JOHUCE® B Kenuu, cornacHo mepemucu HaceleHHs, NpoBeaeHHoN Harmuo-
HaJbHBIM Oropo ctaTucTuku Kenunu B 2019 romay, YMCIEHHOCTH JIMI C aTbOMHU3MOM
cocrasnseT 9729 yenosek, uTo coctasnser 0,02 IpoleHTa HACETIEHUs YTOH cTpaHbl *2.
CornacHo JaHHBIM Nepenucu HaceyneHus Jlecoto 2016 rona, B cTpaHe HACUUTHIBACTCA
4756 mMysxuun u 4042 skeHIMHBI ¢ aNb0uHU3MOM (Bcero 8798 nui ¢ anb6unuzmom) 3,
CornacHo AOKJIaxy O MEpPeNnuCcH HAaceleHWs W OJKWIUIIHOro QoHna ManaBu 3a
2018 rox, B aTOM cTpane HacuuThiBaeTcs 134 636 nun ¢ anbOUHU3MOM, YTO COCTaB-
nset 0,8 npouenrta Hacenenus'®, CornacHo HeopULHUATEHBIM UCTOYHUKAM, B OObeau-
HeHHO# PecnyOnuke TaH3aHus pealibHas YUCICHHOCTD JHUI[ C alIbOMHU3MOM, 11O BCEH
BHJIMMOCTH, 3HAYUTEIbHO INpEBHIIIaeT O(QHUIHAIBHO yCTAHOBJICHHBIC MOKa3aTelld U
cocrasiuser or 30 000 1o 40 588 uenosex ™.

10. Jpyrue cTpaHbl MOTYT 3KCTPANOJIUPOBATh NPUOIHU3UTEIBHOE YHUCIO JIUI] C aJlb-
OMHM3MOM M3 CBOMX CTaTHCTHYECKHX MaTepHajoB, OOpaTUBIIMCH K 0a3aM JaHHBIX
CHCTEMBI 3[JpaBOOXPAaHEHUS, B KOTOPBIX PETUCTPUPYETCS AIbOMHU3M, HIIH K peecTpaM
poxneHuil. B Mekcuke B peecTpe pOXKIECHUM yKa3aHO KOJIMYECTBO JETEH, B CBUIE-
TEJbCTBAaX O POXKIAEHUHU KOTOPHIX B mepuoa ¢ 2014 no 2023 rox ¢pukcupoBacs craryc
Hanuuus adb6uHU3Ma (OT OJHOIO 10 TpexX jaeTeil B rox)le.

IIpo6seMbl B 00J1aCTH COMAJBHOIO PA3BUTHSA, ¢ KOTOPBIMH
CTAJKHBAIOTCH JHMIA ¢ AJIbOMHU3MOM

11. Jluma ¢ anbOMHU3MOM YacTO XUBYT B yCIOBUSX KpaiHEH HHUIIETHI M3-3a BO3-
MO>XXHBIX OCJOXHEHUH CO 3J0pOBBEM U IINPOKO PACIPOCTPAHEHHOHN TNCKPUMHUHAIINH,
0COOCHHO B Pa3BUBAIOIINXCS U HAaMMEHEEe Pa3BUTHIX CTpaHaX. Y HUX TAK)Ke MEHBIIE
IIAHCOB MOJYYUTD JOCTYT K BHICOKOKau€CTBEHHOMY MEIUKO-CaHUTAPHOMY 00CITyXKH-
BaHHIO, 00Pa30BaHUIO M BO3MOXXHOCTSIM TPYZOYCTPOHCTBA, & TAK)KE K MIOJTHOLIEHHOMY
YYaCTHUIO B KH3HU OOIIUHEIY .

8 Marepuan, npeacTaBnenHblit bonusapuanckoit Pecny6nukoii Benecysna.

® Marepuan, npeicTaBleHHbIH APPUKAHCKON CETHIO MOAMEPHKKH JTHI] C aTbOHMHU3MOM.

10 Matepuan, npeacrasiennsiii Co030M JHI[ C albOMHU3MOM pernoHa ucTokos Huma.

11 Matepuan, npejcTaBieHHbINH Accolluanuei )eHIMH ¢ albOMHU3MOM.

12 Marepunan, npencrasieHssiid otaeneaneM IOHUCE® B Kennn.

13 Marepunain, npeacrasineHHbiit otaeneanem KOHHCE® B Jlecoro.

14 Marepuan, npejcrasieHHblii Manasu.

5 Mcrounuk mpeacTaBaeHus, noiaydeHHoro CekpeTapuaTtom, He MOMIEKHUT PasTIalIeHHIO.
6 Marepuan, mpejacTaBIeHHbIH MeKCHKO1H.

17 Cwm., napumep, A/72/169, n. 12, u A/74/184, 1. 8.
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12. HeCMOTpr Ha TO 4TO JHLAa C anLO0MHU3MOM MOTYT CTAJIKUBATHCA C npo6neMaMn
B 00actu COIIMAJIBHOTO pa3BUTUA BO BCCX PETUOHAX MHPpa, OCTPOTA NPOABJICHUA OTUX
np06neM M CTCICHb BIUSHHUS Ha KU3Hb JIIOAeH B Pa3HbIX CTpaHax pa3JIMYHbI U 3aBU-
CAT Cp€au mpodYero oT 06111er0 YPOBHA COLIMAJIBHO-3KOHOMUYECCKOTO pa3BUTUA, HAJIN-
qus peCcypCoB, COLHUAJIBbHBIX HOPM, OCTPOTHI HpOGJ’IeMH qpe3MepH0171 3aMCTHOCTH H

KJIMMaTHYECKUX YCIOBHILE,

13. B mpexacTaBieHMu ManaBy KpaTKO OMMCHIBAIOTCA MHOTOUHCIECHHEIE HPOOIEMBI
B 06IACTH COIMANLHOTO PA3BUTHSA, C KOTOPHIMH MOTYT CTONKHYThCSA IHIA C anbOu-
HM3MOM, H OTMEYAEeTCs, YTO 3HAYMTEIBHOE HX GONBIIMHCTBO — OKONO 90 mpoleH-
TOB — IIPOKMBAET B CENbCKUX PAallOHAX C YCIOBUSIMH KM3HH HIKE CPEJHET0 YPOBHSA
U OTPaHUYEHHBIM JOCTYIIOM K OCHOBHBIM COLHATbLHBIM YCIyraM. ICTOUHUKY CPEACTB
K CyILIECTBOBAHUIO CENbCKUX KUTEIeH 0OBIYHO CBA3aHHI C AeATEIBHOCTBIO B 06IaCTH
CEeIbCKOTO XO3SHCTBA, HO BCIAEACTBHE UyBCTBUTEABHOCTH KOXKH JIHUI ¢ a1bOMHHI3MOM
OHH He MOTYT 3 eKTuBHO paboTaTh Ha conuue. COOTBETCTBEHHO, OOILUIMHCTBO JHII
C anbOMHM3MOM HE UMEIOT CTAOHIBLHBIX HCTOYHUKOB J0XO0/a M )KUBYT B XPOHHUECKOI
Humere .

14. IlomuMoO mocneACTBUM AJIS 3M0POBbs, KOTOPHIE MOXET UMETh aIbOMHU3M, JHIIA
C aJIbOMHU3MOM YaCcTO CTAJKHUBAIOTCS C MPOSIBJICHUSIMU TUCKPUMHUHAIIMY, C IPEapac-
CydKaMH, CTUTMaTu3alueil U couUuaJbHOW H30JSLUHENH BCJIEICTBUE CYIIECTBOBAHMS
HEMPaBUIbHBIX MPEIACTABICHUN U TPAJAUIITHOHHBIX BEPOBAHUMN, B KOTOPBIX aIbOMHU3M
CBSI3BIBACTCSI C CYCBEPUSIMHU U KOJIIOBCTBOM. DTH 3a0IyKISHHS CIIOCOOCTBYIOT COXpa-
HCHHIO MaryOHBIX BHUIIOB MPAKTHKH, TAKUX KaK MOXHUIICHHE JIHUI[ C aJIbOMHU3MOM H
HaHECEHHE UM yBEUMI pajau X YacTel Tena, KOTOpble, KaKk cuuTaeTcs, o0aanaoT Ma-
THYECKUMH CBOICTBAMU. APPUKAHCKAS CETh MOIICPIKKH JHUIl C ATbOMHU3MOM OTMeE-
THJIAa B CBOEM MPENCTABICHUH, UTO «II0 MPUINHE CBOCH OTIUUYHUTEIbHON BHEUTHOCTHU
JIMIa ¢ allbOMHU3MOM TaK)Ke CTAJKHUBAIOTCS C MaryOHBIMH BUIAMHU MPAKTUKHU, OCHO-
BaHHBIMHU Ha JTaBHO CJIOXKHBIIUXCS MPEJCTABICHUAX 00 MX BHEUIHOCTH. DTU BUIBI
MPaKTUKU BKJIIOYAIOT B ce0sl MPOSABICHHUS CTUIMATH3aI[MU, HaIpuMep oOpalieHue K
JUIAM C aTbOMHU3MOM KakK K «mpu3pakam» B TaH3aHUU UIU «obe3bsHaM» B FOxxHOHI
A¢puke, puTyajibHbIe HaMaJACHUs, TOPTOBIIO JIOAbLMH, TOPTOBIIO YaCTSIMHU Teja, PH-
TyanbHOE€ U3THAHME U3 ONpeJeleHHBIX OOIUH U MHOTOE Apyroe» o,

15. B npencrasienun ManaBu 0co00 OTMEYEHO, YTO MUQBI 1 3a0JyXIACHHS, CBSI-
3aHHBIE C aJbOMHU3MOM, CTAHOBSATCS IIPUYMHOMN )KECTOKOTO OOpalieHusi U IpOosiBiie-
HUW HACHJIMS B OTHOLIEHUH JIUI[ C allbOMHU3MOM, B TOM 4YHucJe yOUNHCTB, OXUII CHU
U CJIy4yaeB OCKBEPHEHHUs MOTHJI, COBEpIIAEMBIX B yOEKJEHUHU, YTO YACTH Tella dTUX
mozaei npuHocat ynauy. COOTBETCTBEHHO, Takue JIMIla MPeObIBAIOT B MOCTOSHHOM
CTpaxe 3a CBOIO JKU3Hb. ACCOLMAIUA XKEHIIMH ¢ aTbOMHU3MOM COITacHJIach C 3TOMH
TOYKOM 3pEHUS, OTMETHB, UTO «IIPOSIBICHUS AUCKPUMHUHALIMH, C KOTOPBIMHU CTaJIKUBa-
I0TCSI JIMLA C aJIbOMHU3MOM, BBIPAXKAIOTCSI B TOM, UTO UX PEryJspHO JHUIIAIOT BO3MOXK-
HOCTHU 0(pUIIHANTBHOTO TPYIOYCTPOICTBA, a HOTEHIIMAJIbHBIE KJIUEHTHI 4aCTO H30eTratoT
NPEANPUATHI, BO3IJIABISEMbIX 3THMH JIMLIAMH, IIOCKOJIbKY BOCIHPUHUMAIOT alibOU-
HU3M KaK IIPOKISTHEY.

18 Cwm. Ikponwosa Ero and others, People with Albinism Worldwide: A Human Rights Perspective
(2021).

19 Marepwuain, npeacTaBIeHHbINH AccOoUanneil KEHITUH C aTbONHI3MOM.

20 MarepwuaJ, TIpeACTaBIeHHbIH ADPHUKAHCKOH CEThIO TOIEPHKKH JIUIL C aTbOMHU3MOM.
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I11.

HopmaruBHo-npaBoBasi 6a3a

HpI/IMeHI/IMLIe MCEKAYHAPOAHBIC CTAHAAPTLI B odgacTu nmpas
YgeJI0BEKa

16. Kak u Bce ocTanbHbIE JIOAH, JUIA C aTbOMHU3MOM HaJl€JIEHBl TEMH )K€ OCHOB-
HBIMY [TpaBaMHM, KOTOpPBIE IPU3HaHBI BO BeeoOmieit nexnapanuu npas yenoBeka, Mex-
JYHapOJHOM IaKTe O I'PaXXJAHCKUX M IMOJMTHYECKUX MpaBax W MexayHapoaHOM
nakTe 00 YKOHOMUYECKUX, COL[MAIbHBIX M KYJIBTYpPHBIX IIpaBax. BceoOosemmomuii 06-
M TPUHIUI PABEHCTBA U HEIUCKPUMUHAIMH, 3aKPEIJICHHBIH B 3THX JOKYMEHTaXx,
rapaHTHpyeT MOJHOE COOJIIoJIeHUuEe NpaB 4YelloBeKa JHI[ C allbOMHU3MOM HapaBHE C
JIPYTUMHU U MOJNHOE M 3Q(PEKTUBHOE ydacTHE 3THX JIMI B )XKM3HU oOmecTBa. Kpome
TOTO, B 9THX JIOKYMEHTax rapaHTUPOBaHBI pa3jIMYHbIE MIpaBa, UMEIONIUE penaronee
3HaYeHHUeE JUIsl COLIMAIbHOTO Pa3BUTHUS JIUL C allbOMHU3MOM.

17. CoOnroneHue mpas JIHI ¢ aJJbOMHU3MOM TaK)Ke TapaHTHPOBAHO JIPYTUMHU MeEX-
JyHapoOJHBIMHU JIOTOBOpaMH IO IpaBaMm ueioBeka. Hanmpumep, Komurer mo npaBam
MHBAJIHUJOB IOJTBEPANT, YTO JIHUIIA C albOMHU3MOM MOJIAJaI0T O] ONpeesIeHUe JI0-
Jied ¢ MHBAJIMIHOCTBIO M YTO UX MpaBa rapaHTHUPOBaHBI U 3alULICHBI B COOTBETCTBUH
¢ Kouenuwmeit o mnpaBax wunBamugoB (CRPD/C/18/D/22/2014, nm. 8.1-8.7 u
CRPD/C/22/D/24/2014, 1. 7.3).

18. KomuteT mo NUKBUAAIMU PACOBOM AUCKPUMHUHALIUU OTMETHJI, YTO JUCKPUMHU-
Halus Ha OCHOBAHUU OJIEHOCTH KOXH, aCCOMMPOBAHHON C aJbOMHU3MOM, NIPUPaB-
HHUBaeTCs K INPOSABICHUSAM PAacOBON MTUCKPUMHUHAIIMU IO MPU3HAKY I[BETa KOXHU
(CERD/C/ZAF/CO/4-8, nn. 20 u 21). B KouBenuuu o JuKBuAanuMu Bcex Gopm auc-
KpPUMHHAIMY B OTHOLIEHUH XKEHIIMH 1 KoOHBEHLMH 0 mpaBax peOeHKa TakkKe coaep-
KaTCs MOJIOXKEHHUS, IPUMEHUMBIE K )KCHIIMHAM M AEBOYKAM C albOMHU3MOM.

PernonajibHble HHUIIMATHBBI MOJUTHYECKOI0 XapakrTepa

19. Ad¢pukaHckuii cor03 aKTUBHO y4acTBYET B peIIEHHUU NMpoOieM, ¢ KOTOPBIMU Ha
5TOM KOHTHMHEHTE CTAJIKHBAIOTCS JIMIIA C allbOMHU3MOM, IS 4Yero OpraHu3yeT HHPop-
MallMOHHBIE KaMIIaHUH, OOpeTcs ¢ TMCKpPUMUHAIMEH W HACWIINEM B OTHOIICHHWH JIHI]
C aTbOMHU3MOM U COJEHCTBYET HMHKIIO3UU. AQPHUKAHCKUI COI03 MPU3HAJ aIbONHNU3M
mpo6emMoii B 00macTu IpaB YeJIoBEKa U MPHU3BaJl CBOM TOCYJapCTBa-4JICHBI 3alUIIATh
IpaBa U JI0CTOMHCTBO JIMII ¢ allbOMHN3MOM. KpoMe Toro, oH mpu3Ball K HCKOPEHEHHUIO
BpPEIHOW KyJNBTYpPHOH NMPAKTHKN M CTEPEOTHUIIOB, CBA3AHHBIX C albOMHU3MOM. Adpu-
KaHCKUH COI03 TaKKe MOJIePKUBAET UCCIEIOBAHNS U COOp JaHHBIX C LENbI0 obecrie-
YUTH JIy4llee TOHMMaHNe 0COOBIX MOTPeOHOCTEH IpencTaBUTeNe 3TOH OOMUHEI U

pa3paboTaTh MOJUTHKY, OCHOBaHHYIO Ha (akTax?,

20. Ha cBoeii Tpuanath nepBoit ceccuu, cocroanueiics B 2019 rony, UcnonHurens-
HBIH coBeT AQpHKaHCKOTO COI03a paccMOTpels PernoHanbHEIM N1aH qeHCTBUH B CBA3H
¢ ansouan3MoM B Adpuke (2017-2021 roger) (cm. A/HRC/37/57/Add.3). Peruonans-
HBIH TUTaH AeicTBUi OBl 0100peH AdpHKaHCKOW KOMUCCHEH MyTeM IMPHUHSTHS pe3o-
monun?? u BocpousBeneH B OpMe PaclpoOCTPAHEHHON HA BECh KOHTMHEHT IOJIH-
THKH, U3BeCTHOH Kak [lian nelcTBUil O MpeKpaleHNnIo HalaJ eHNH Ha JINI ¢ anb0u-
HU3MOM M HapylLIeHWH NpaB YelloBeKa B OTHOIICHWM Takux Jun B Adpuke (2021-—

2L CMm. mpumepsl Ha caiiTe https://www.ohchr.org/ru/special-procedures/ie-albinism/albinism-

africa.
22 AppukaHcKas KOMHCCHS MO TpaBaM yeloBeka M HapojaoB, pesomtomus 373 (LX) 2017.
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2031 roaw1)?®. Ha Toii ske ceccun AQpUKaHCKHUit COI03 TPHUHSI PEIIEHUE O HA3HAYEHU U
CIIELMAJILHOTO TMOCJaHHUKa JUIsi oOecriedeHusl BBIIOJHEHUs naHHoro Ilmana nei-
CTBHII.

21. TocynapcTBaM-4jeHaM IpeajaraeTcs pealu3oBarh AaHHBIN [lnan gelicTBuil Ha
HaIMOHAJBFHOM YPOBHE MMyTEeM pPa3pabOTKU HAIIMOHAIBHBIX MJIAHOB JCHCTBUIA.

HaIII/IOHa.]IbeIe NOJIMTHYECCKHEC HHUIUMATHUBBI U 3AaKOHbI

22. HeckonpKo CTpaH MPUHSIIN 3aKOHBI, MOJUTUKY M APYTUE MEpPHI, KOTOPHIE KOH-
KPETHO TapaHTHPYIOT IpaBa dejaoBeKa IuI ¢ anpomHu3MoM (A/74/190, mm. 8§, 43, 68
u 99-103; u A/75/170, m. 67). JIuna ¢ anbOMHU3MOM 3aIMUIICHBI CYIIECTBYIOIIUMHA
MEXIYHapOTHBIMU NTOKYMEHTAaMH, B KOTOPBIX TapaHTHPYETCA COONIOJEHHE OCHOBO-
MOJIATAIONUX TPUHIUIIOB B 00JaCTH MpaB YeJ0BEKa, TAKUX KaK IPUHIHIIH PAaBEHCTBA
1 HEJUCKPUMHHAIIAH, a TAKXKE CIICIHATU3NPOBAaHHEIM 3aKOHOIaTEIECTBOM IO BOIIPO-
caM MHBaJIUIHOCTH, 3[[PABOOXPAaHEHUsI, HHKIO3UBHOTO 00pa3oBaHuUs, TPYIOYyCTPOU-
CTBa M peIKuX 3a00JeBaHUU M cocTOosSHUU. HekoTopwle rocymapcTBa-4ieHBl, B TOM
yucie Apredtuna, bpazunus, I'sunes, Kenus, ManaBu, Hurepus, [lanama u Yranaa,
MPEANPUHSIN ATy sl TOT0, YTOOB BKIIIOYUTE B CBOE 3aKOHOMATEIHCTBO KOHKPET-
HbIEe YIIOMUHAHUS UL ¢ anbouHu3MOM (A/74/190, m. 9 u A/75/170, m. 67). B pane
cTpaH, B ToM uncie B Kennn, Manasu, Mo3zambuke, Hurepun, O6sequaerHoit Pec-
nyonuke Tan3amms u IOxHON Adpuke, ObuH pa3paboTaHBl HaMOHAIHHEIE ILIAHBI
IeUCTBUM, copepKallne KOHKPETHBIE MEphI, CTIOCOOCTBYIOMHE OCYIIECTBICHUIO JIH-
naMu ¢ ambOMHU3MOM X paB demoBeka (A/74/190, m. 11).

23. B HekoTOpeIX cTpaHax, Hampumep B Yraunmae u FOxHoi Adpuxe, anbOHHN3IM
o¢punuanbHO MPU3HAECTCS HHBAIMIHOCTHIO. B Apyrux crpanax, B Tom yucie B bonu-
BapuaHckoil Pecrrybnuke Benecyana, Manaiizun u DxBagope, alpb0MHNU3M, HATIPOTHUB,
He KiIaccu(pUIUpyIoT Kak HHBAIMIHOCTE. [Ipu sToM B Manaiizuu n JxBajgope B Tex
ciydasx, Korja albOMHN3M OKa3blBaeT 3HAYMTEJIbHOE BO3JEHCTBHE Ha 001ee COCTO-
STHUE 3/10POBBS YeJIOBEKa, OPTaH HAIlMOHAJIBHON CHCTEMBI 3/[paBOOXPaHEHUS IPOBO-
JUT OLEHKY W OINpEAeIIAeT THUIl U NMPOIEHT MHBAJIUAHOCTH. B cBOEeM mpeacTaBieHUN
OKBaZop OTMETHJ, YTO 3aKOH 00 MHBAJIHAHOCTH ITO3BOJISET JINIAM C albOMHU3MOM,
UMEIOIIUM HHBAJINJHOCTH, ITOJIY4YaTh JAOCTYH K Pa3JIMYHBIM JbIOTaM, CBA3aHHBIM C
MEJIUKO-CaHUTApHBIM O00CIIy)KMBaHHUEM, HAJOTOOOI0XKEHHEM, TPYNOyCTPOWCTBOM M

o6paszoBanuem®,

24. B asrycte 2023 roga B Anrosie CoBeT MUHUCTPOB yTBepAui [lnan nogaepxxku
U 3aIUTHI T4 ¢ anb0uamu3MoM (Ha 2023-2027 roasl)?®. Ipyrue cTpansl pazpaboranu
cllenMagbHble HAallMOHAJIbHBIC IIJIaHBl JEHCTBUI B CBSA3M C anbOMHHU3MOM (a ManaBu
TaKXe MPUHAIO COOTBETCTBYIOIIYIO HAIIMOHAJIBHYIO CTPATETHIO 1O WHKIIO3HUBHOMY
00pa3oBaHUI0), KOTOPBIE HANPABIEHBI Ha pelIeHne MpoodIeM B 00J1aCTH COLNAIBLHOTO
pasBUTHA JTMI C anbOMHU3MOM?, B 3aKoHax YraHbl COAEPKATCs KOHKPETHBIE YIIO-
MHHaHHMS JUI ¢ aJbOMHU3MOM, HarpuMep B 3akoHe 00 MHBamuJax ¢ IONpaBKaMH,
BHeceHHBIME B 2020 rony?’.

23

24
25
26
27

African Union, “Implementation matrix of the plan of action to end attacks and other human
rights violations targeting persons with albinism in Africa (2021-2031)”, 2019.

Matepuan, npeacrabieHHb Manaiizueil, 1 MaTepuall, npeacTaBIeHHbII DKBaJoOpOM.
Marepuai, npeacrasiennsiit ornenenueM KOHUCE® B Anrore.

Marepuan, npeictaBieHHbIH Manasu.

Cwum. taxoke Office of the United Nations High Commissioner for Human Rights (OHCHR),
“Uganda: action plan gives hope to people with albinism”, 5 October 2022.
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IV.

OTtaenbHbIe MPOOJIEMBI B 00J1aCTH COUMAJIBHOIO PAa3BUTHUA
3npaBooxpaHeHHe

25. HenocTaTok MeNaHMHA, OT KOTOPOTO CTPAAAlOT JHIA C AlbOHHU3MOM, MOXKET
HPHUBECTH K yXyALICHUIO 310POBbS, 3aTParuBas B OCHOBHOM KOXY U 3peHme. Jluma ¢
anbGHHU3MOM YacTO CTAIKMBAIOTCSH C CEPhe3HBIMHU IIPO6GIEMaMU CO 310POBLEM, CBSA-
3aHHBIMM C HApyIIEHHEM 3peHus. Huskas ocTpoTa 3peHus sBIsercs UX obdmeil uep-
TOH, KOTOpas MELAeT UM BHAETH MEIKHE JeTalH, 4TO BIUAET HA MOBCEIHEBHYIO Je-
ATEIBHOCTH, TAKYIO KaK YTEHME WU paclio3HaBaHue mul. CBEeTOOOS3Hb — IIOBBIIIECH-
Has 4yBCTBUTENBHOCTh K CBETY — yCYrybmseT AucKoM(pOpPT B SPKOM OKPYKEHHH, a
TaKHe COCTOSHMS, KAK HUCTAarM U KOCOIJIa3ue, IPUBOAAT K HEIPOU3BOIbHEIM JIBIKE-
HMSM I71a3 WIH UX HECOTTACOBAHHOCTH, UTO YCYTyOIAeT IPpobIeMbl CO 3pEHUEM Y JIHUII
¢ anpbuHu3MoM®.

26. Jluna c anbOMHU3MOM TakK)kKe OYEHb IOJBEPKEHBI PA3BUTHIO paKka KOXH, KOTO-
pBIii  siBIsieTCST Cepbe3HBIM (AKTOPOM, YIPOXKAIOLIMM COKpalleHHEM CpoKa HX
)KI/I3HI/129. HOCTyH K Ba)XHBIM MCIUIIMHCKUM TOBapaM 1 yCJiyraM, TaKMM KakK 3alllUTHBIC
JIOCHOHBI IPOTUB 3arapa, CKpMHHHT paka KOKH U COOTBETCTBYIOIIEe JIeUCHUE, IS KHU-
Tellel CeNbCKUX PaiiOHOB MOXKET OBITh 0COOEHHO 3aTpylIHEH. B HEKOTOpBIX cTpaHax
OOJBIIMHCTBO JHUI[ ¢ aJIbOMHU3MOM yMHPAKT OT paka KOoXu B Bo3zpacte oT 30 mo
40 net. Pak K0XM MOXHO IPEIOTBPATHTh, €CJIN OOHAPYKUTh €r0 Ha paHHEH CTaJauH,
YTO BO3MOXKHO NMPU HAIMYKH Y JIUI] C aIbOMHU3MOM JOCTYyIa K MEIUIIMHCKOMY 00CIy-
JKUBAaHUIO, B TOM YHCJIC K PETYJIAPHBIM MCAUIMHCKUM OCMOTpaM IJis BBISABJICHUSA U
BMCIIATECJIbCTBA, U BOBMOXHOCTHU IMOJIB30BaTHCA COJTHUC3AIUTHBIMU KpEMaMHU, COJIH-
[E3alUTHBIMH OYKaMM U HOCHTh OJIE/ly, 3aIlMIIAI0IIYI0 OT Bo3eicTBus connua®,
K coxanenuro, Jyisi MHOTHX JIIOJIH TaKHe MeEphl, CIOCOOHBIE COXPAHHUTh YEJIOBEKY
KNU3Hb, 4aCTO OCTAIOTCA HEAOCTYIIHBIMU. I[I/ICKpI/IMI/IHaIII/ISI n cTUurMarusanusa, ¢ KOTo-
PBIMH CTAJIKUBAIOTCA JIUIIa C aNbOMHU3MOM H3-3a IBE€Ta KOXH, MOTYT OTpaHUYNBATH
HX AOCTYH K MEJIHUKO-CaHUTapHOMY o0ciyxxuBanuio. Kpome toro, HezaBucumslii axc-
MepT Mo BOMpOCY 00 OCYHIECTBICHUH MPaB YeJIOBeKa JUIAMU ¢ adbOMHU3MOM U Ad-
PHUKAaHCKasd CETh MOAJACPIKKHU JIUI[ C aIbOMHU3MOM npeaynpeanin, 410 U3MCHECHUC
KJIMMaTa MoABepraeT JIUIl C aTbOMHU3MOM Cepbe3HOMY PHUCKY, TOCKOIBKY H3MEHEHHUE
KJIMMAaTa yCWJIMBAET MOJBEPKEHHOCTh BO3JIECHCTBHUIO YJIbTPAa(QUOIETOBOTO H3Jyue-
HI/I?[Sl.

27. OCHOBHBIE MEAUIIMHCKNE YCIYTH, KOTOPbIE MOTJIH ObI MPEJOTBPATUTD MPEXKae-
BPEMEHHYIO CMEpPTh, YaCTO OBIBAIOT HEAOCTYIHBIMHU ISl JHUI[ ¢ anpOumHu3MoM. Kak
ormeuaeT LlenTp no npaBam yenoBeka npu YHusepcutere [Ipetopuu,

HCCIe0BaHMs 1T0Ka3alu, 4TO B pa3HbIX NMpoBUHIMIX IOxHOW Adpuku npeso-
CTaBJICHHE JE€PMAaTOJIOTHYECKUX M O(TaIbMOJOTHYECKUX YCIYr HaJlaXeHO B
pa3Hoii crenenu. B npoBunmnuax ["aytenr u 3amagueiii Keitn BeiaenseTcss 60b-
Ui 00beM (PUHAHCOBBIX CPEJICTB M PECYPCOB, UEM B TAKUX NMPOBUHIIHUIX, KaK
Bocrounstii Keiin, Ksasyny-Haran, Jlummomo u Mmnymananra. CooTBet-
CTBEHHO, JIMIA C aJbOMHU3MOM B TaKUX NMPOBHHINAX, Kak JIumMmono u Mmyma-
JlaHra, .. KakK TIIPaBUJO0, HE HWMEIOT JOCTyma K TaKUM ToBapam, Kak

2 Rokiah Omar and others, “Management of visual disturbances in albinism: a case report”,
Journal of Medical Case Reports, vol. 6, article No. 316 (2012).

2 Marepwual, IpeICTaBleHHbIH Manasu.

% Cm. www.un.org/en/observances/albinism-day.

31 Marepwuai, IpecTaBIEHHbIH AQPUKAHCKOH CETBIO TIOEPKKH JIUI ¢ anbOuHU3MoM. CM. Takxke
nokisan HesaBucuMoro skcmepra 1o Bomnpocy 00 OCyLIE€CTBICHHUH NPaB YeJI0BEKa JIMLAMHU C
anpOnHNu3MoM «/3MeHeHue KIMMara 1 Juia ¢ anbOuHu3MoM», A/78/167, 1 cOOTBETCTBYIOIIU I
Ipecc-pens.
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CONHIIE3AITUTHBINA KpeM UM APYrHe HeoOXOMUMBIE IEPMATONOIMYECKHE CPE-
cTBa. KpoMe Toro, uccienoBaHus MOKa3any, YTO B GONBHHUIAX K THIAM C ajlb-
OUHU3MOM OTHOCATCS KAK K MAI[MEHTaM C HU3KHM IPUOPUTETOM; STO BBIPAXKA-
eTCs B TOM, YTO MEIUIUHCKHE PAaOOTHUKU CKIOHHEL B MEPBYIO0 OYepeab OKA3kI-
BAaTh MOMOIIb APYTHM IAIMEHTaM BCIEACTBHE HEKEIAHUS JTE€UUTh JIUL| C aNbOU-
HU3MOM®2.

Ota olleHKa Halllla OTpaKEHHWE B MaTepHale, NPelCTaBIeHHOM AQPUKaHCKOH CEThIO
MOIEPKKHU JIUL C aJbOMHU3MOM, B KOTOPOM oTMevaeTcs, 4Tto B OxHoN Adpuke «B
KPYyHHBIX TOpOJaXx OKa3bIBAIOTCS JIEPMAaTOJIOTHUYECKHEe H O(TalbMOJOTHYECKUE
yCIyTH. DTHU YCIyTU AOCTYIIHBI HE BO BCEX JEBITH NpoBUHLUAX. KpoMe Toro, xutenu
OT/AANEHHBIX pPallOHOB HE MMEIOT JOCTYyNa K 3TUM yclyraM. Pak koxu HIMpoKo pac-
MPOCTPAHEH CPEU JKUTENEeH OTAANCHHBIX PETHOHOB CTPAHBI BCIEACTBUE OTCYTCTBUSA
J0CTyNa K JA€PMATOJOTHUECKHM yCIayram» s,

28. Cynsg no marepuaiam, MOJyYEHHBIM B OTHOIIEHUU AHTOMbI, ['anbl, 3ambuu, Ke-
uun, O0beauHeHHOW PecniyOnuku Tan3anus u YraHbl, MCIUIIHHCKUE YCIYTH 4acTO
OKa3bIBAIOTCS HEIOCTYIMHBIMHY /IS JIUII ¢ allbOMHU3MOM. B AHrose He XBaTaeT nepMma-
TOJNOTOB (TOJBKO B 7 M3 18 MPOBUHIIMI €CTh ACPMATOJIOTH) U CYHIECTBYET MOTpPeO-
HOCTH BO Bpadax, CIICIIUAIU3UPYIONIUXCS HAa MPOOIeMaXx, XapaKTePHBIX JIJIs JIUIL C aJlb-
ounu3MoM,

29. TIlo nanHbpiM AdpukaHCKO# ceTH anbOMHU3Ma, B ['aHe «eCTh HECKOIBKO AepMa-
TOJIOTOB, ¥ OOJILLIIMHCTBO U3 HUX pabOTalOT B KPYIHBIX roponax. Vx yciayru He Bcerna
JOCTYIIHBI, 0COOCHHO B OTJAJICHHBIX YacTX CTpaHbl. JIuia ¢ anbOMHU3MOM BBIHYXK-
JI€HBI IJIATUTH 3a JOCTYI K 3TUM YCJIyraM, HOCKOJIbKY UX OKa3aHHE He MOKPHIBAETCA
HalMOHAJIBLHOM cUCTeMOM MeauuMHCKoro crpaxoBanusa» . Otnenenne IOHUCE®D B
KeHun otmedano, 4To B 3TOH cTpaHe NMpPENOCTABIECHUE CONHIIE3AIUTHBIX JIOCHOHOB
OCYIIECTBIISIETCS B LICHTPAIU30BAHHBIX YUPEXKICHUIX, HECMOTPS Ha TO, YTO IPaBHU-
TeabcTBO KeHHM mpUCTymuio K peaju3allMil IpOorpaMMBbl 1O OecIUIaTHOMY Ipeno-
CTaBJICHUIO COHIIE3AIUTHBIX CPEACTB, HANPABIECHHYIO Ha 00€CIIEUeHnEe dITUMU CPeJl-
CTBAaMH BCEX JIUII C aJBOMHU3MOM. DTO O3HAa4aeT, YTO OAHMH pacCIpeneUTeNIbHBII
LEHTp 00CIIy)KMBaEeT TPU OKpYra Ui Oonpuiee ux uyuciio. [1o 3Toli mpuumnHe nuaM ¢
anbOMHU3MOM, XKHUBYIIUM B OTAAJICHHBIX pailoHaX, MIPUXOJUTCS IPEOI0IeBaTh 3HAUH-
TEJIbHbIE PACCTOSIHUS, YTOOBI pa3 B MECSI] MOJYy4YHUTh JOChOH. OCHOBHBIE YCIYTH, Ta-
KHe KakK JedeHHe OOJBHBIX PaKOM KOXKH M YXOJ 3a HUMH, penocTaBagoTcs B Hanu-
OHaNbHOW OONbHUIIE MMEHH KeHHATHl B CTONHUIIE CTPaHbl. DTO O3HAYAET, YTO HYXJa-
IOIHeCs B 3TOH yciayTe JIHIa ¢ albOMHIU3MOM CO BCEH CTpaHbl BRIHYKJIEHBI IPUE3KaTh
B HaiipoOu s neyenus paka koxu>e.

30. Adpukanckas ceTh NOMACPKKH JHUI[ C aTbOMHU3MOM COOOIIKIA O TOM, YTO B
psilie CTpaH 3TH YCIyT'M OKa3bIBalOTCSl B HEJOCTATOYHOM 00bEMeE, a COMYTCTBYIOIUM
(dakTOpOM SIBJISETCS HEAOCTATOK MH(OpMamuu O mpobieMax B 00NacTH 340pPOBbI,
CBSI3AHHBIX C allbOMHU3MOM. BelI0 OTMCUYCHO, YTO BO MHOI'uX CEMbIX, i€ €CTh ACTU
¢ anpOMHU3MOM, HE XBaTaeT 3HAHWH O Mpo(dIIIaKTHKE paka KOXH, U JE€TH BO BpeMs
l'lpe6I)IBaHI/I${ Ha COJIHIC 4aCTO OBIBAIOT OA€THI JTUIIb B IIOPTHI. OpraHH3au1/m TaKXeE
OTMETHJIA, YTO, COIVIACHO CTATHCTHYCCKHUM AAaHHBIM, HOHy'—IeHHOﬁ B HCKOTOPBIX 4Ya-
cTax AdpukH, TUa ¢ aTbOMHU3MOM 4YacTo 3a00JeBalOT PaKOM KOXXH B paHHEM BO3-
pacrte. ITo JaHHBIM CeTI/I, 3TO TOBOPHUT O TOM, YTO HMMCHHO pPaK MOXET ABIATHCA

32 Marepwua, TipecTaBieHHbIH [[eHTpOoM Mo paBaM uenoseka, Yausepcuret Ipetopun, OxHas
Adpuxka.

33 Marepwuai, IpeACTaBIEHHbIH AQPUKAHCKOH CETBIO TOIEPIKKH JIUIL C ATLOUHU3MOM.

3 Marepwuan, npeactasiennblii oraenenuem FOHUCE® B Anrore.

% Marepuan, npencTaBieHHbli AQPUKAHCKON CETHIO TONIEPKKH JIUI[ C AlbOHHU3MOM.

36 Marepunan, npencrasieHssiid otaeneaneM IOHUCE® B Kennn.
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OCHOBHO¥ HPUYMHON CMEPTH TeX MHOTUX JHI C albOMHM3MOM, KOTOPhIE HE JOXKHU-
BAIOT 10 copoka neT?.

31. TIlo coobmenusm Coro3a nuIl ¢ albOMHU3MOM perroHa UCTOKOB Hua, kak mpa-
BIJIO, B YTaHJC IEPMATOJIOTHYECKHE U 0()TATbMOJIOTHYCCKIE YCIYTH IS JIUIL C allb-
OMHU3MOM HE SBJISIOTCS JIETKOJAOCTYTHBIMU Ha BCEH TEPPUTOPHUH CTpaHbl. Beero Tpu
JiepMaToJiora BeIyT IPUEM C YISTOM MX 0COOBIX MOTPEOHOCTEH, MPUUYEM JIBO € U3 HUX
OKAa3bIBAIOT JICPMATOJOTHYECKUE YCIYTH B OPraHM30BaHHON MU CaMHMHU KIHMHHUKE
KOKHBIX 3a0oneBaHuii. OTCYTCTBYIOT TakKKe O(TalbMOJIOTH CO CIEHHATU3aIUCH MO
06CITyKHBAHMIO JIUII C AIbOMHH3MOM S,

32. Ilo cooGuieHUAM 3TOM e OpraHU3aluH, AepPMATOIOTHYECKHME U O)TAIBMOJIO 1-
YecKHe YCIyrM He SBIAI0TCA JIETKOAOCTYNHBIMU M B 3ambuu. Hampumep, B Jlycake
UMeeTcs TONBKO OJHA GONLHHIA, Ie IPOU3BOAMTCA JEUCHUE PAaKa KOXKHU; COTTACHO
npencTaBIeHHOM MHGOpPMANMK, YTOOHI IOTYUUTh JEUEHHE OT paKka KOXKH, JUIAM C
anbOMHU3MOM TPUXOAMTCA COBEpPINATH JJIUTeNbHbIC Mmoe3aku B Jlycaky. ConHiesa-
HIUTHBIC Cpe}ICTBa TAKXE MaHOI[OCTyHH])I JJIs1 JIALD C aHL6I/IHI/I3MOM, U MHOTHEC U3 HUX
eZ1Ba MOTYT TO3BOJIMTh cebe Te HEMHOTHE YCIYTH, KOTOPBIE BCE %Ke MPEA0CTaBIAIOTCS
B cTpane™®,

33. Iomumo nmpobGiembl GpU3NYECKON JOCTYMHOCTH MEAUIIMHCKHUX YCIYT, B HEKOTO-
pBIX CTpaHax CyIlecTByeT mpobieMa Ux eHOoBOH mocTynHocTH. Hampumep, oTaene-
nue IOHUCE® B Magnarackape cooOmIMIO, YTO JICUEHHE U MEIUKAMEHTBI, COJIHIIE3a-
IlIHTHI)Iﬁ KpEeM M COJTHUOEC3alI[UTHBIC OUYKHU JOCTYIHBI HEC BCEM JIMIL[aM C aJ'II)6I/IHI/13MOM

BCIIEJICTBUE UX BBICOKOH cTouMocTu®.

34. B xauectBe mpumepa nepcrnektuBHoil nmpaktuku IOHUCE® coobmun, uto B
Mo3aM0Ouke JuIaM ¢ albOMHU3MOM MPEIOCTaBIEH OECIIaTHBIA JOCTYI K JepMaTo-
JIOTHYECKUM yCJIyraM B LEHTpaibHBIX OonbHHMuax beiipbl, UHpsiMOane, ManyTy u
Hamnynel. Kpome Toro, B HEKOTOpBIX OONBHUIIAX paboTalOT ClelHaNnbHbIe IepMaTo-
JIOTUYECKUE KIUHUKH, T7le B IPUOPUTETHOM MOpPsAJIKe 0OCIyKUBAIOTCS JIUIA C albOH-
HHU3MOM, KOTOPHIM HE HY)KHO 3aIllMCBIBAaTHCS Ha NMPHEM, a KOHCYIbTAllMH IIPEeTOCTaB-
astores Gecrmaro®,

35. bBosbuioe 3HaueHHE UMEIOT MPOUIAKTHKA paka KOXKHU U nHOpMAIUs O pUCKax
JUIS 3M0POBBS, CBA3AHHBIX C 3TUM 3abosneBanueM. CorinacHo HHGOPMAIUH, TOJTYYEH-
HOU JUIsl HACTOSIILEro J0KJIaa, MHOTHE JIMA ¢ albOMHU3MOM HE 3HAIOT HU O MPHUYHU-

HaX, BBI3BIBAIONIUX ATO 3a601€BaHKe, HH O COOTBETCTBYIOUIUX PUCKAX IS 310POBb *2.

36. [Jlus uHGDOPMHUPOBAHUS JHUIl C AIBOMHU3MOM O MPOOIEeMax CO 370POBbEM, CBS-
3aHHBIX C allbOMHU3MOM, U 00 MMEIOUIUXCS pecypcax HCHOJB3YIOTCS pPa3iHuHbIe
cpenctsa. Ilo naaaeiM Coro3a Il ¢ aTbOMHU3MOM peruoHa nctokoB Huma, B Yraunae
9Ta MHPOPMAaNHs PaCHpPOCTPAHIETCS MOCPEACTBOM PaAMO- M TEJIEBU3HMOHHBIX IIPO-
rpaMM, COIIMAJBHBIX CeTel, OOIMHHBIX COOpaHUN M MPOBEACHUS MEPONPHUATHII B
O03HaMeHOBaHHEe MEeXAYHAapOJHOrO AHS pacrnpocTpaHeHus WHpopmaluu o6 anbpOu-
au3me®®. B GONBINMHCTBE CTpaH peruoHa k ory oT Caxaphbl KJIIOYEBYIO POJIb B Pac-
NpOCTpaHEHHU HH(OPMALIMKU UTPAET IPaXkIaHCKOE 00IecTBO,

37 Marepwua, TIpeACTaBIeHHbIH ADPHKAHCKOH CETBIO TIOIEPHKKH JIUIL C ATbOHHU3MOM.

38 Marepwnain, npencraBieHHbIH CO0O30M JIHI] ¢ AIBOMHU3MOM pernoHa UcTokoB Huma.

3 Tam xe.

40 K npumepy, TIOOUK COTHIE3AIUTHOTO KpeMa o6beMoM 100 M ctout okoso 23 monn. CLIA, u
€ro XBaTaeT TOJbKO Ha monmecsina. Korncynpramus nepmaronora ctout 89 momn. CHIA.
(Marepnan, npeactasienHsiit otaeneanem IOHHUCE® B Manarackape.)

41 Marepwuan, npeactasiennbiii otnenenueM FOHUCE® B Mo3zambuke.

42 Marepuai, npeacTaBiIeHHbIH Acconuanueil )KeHIUH ¢ albOMHU3MOM.

43 Marepwua, ipeacTaBieHHbIH COI030M JTHI[ ¢ aTbOHHU3MOM PETHOHA HCTOKOB Huna.

44 Martepuain, npeacTaBleHHbIH Accolraleil )KeHIINH ¢ albONHU3MOM.
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37. Kpome TOro, B HEKOTOPBIX CTpaHaX pa3pabOTaHbl CIelHaIbHbIE MPOTPAMMEI,
OPHMEHTHPOBAaHHBIE Ha ATy I'pynmy HaceseHHs. [yt Toro uToObl cienaTh MEIHUKO -Ca-
HUTapHOEe OOCIy)XMBaHHE OoJjiee JOCTYIHBIM, NPaBUTENbCTBA HEKOTOPHIX CTpaH,
HampuMep MPaBUTEIbCTBO ManaBu, peaiu3yroT ClielHalIbHbIE TporpaMMbl. JlelicTBys
B COTPYAHHYECTBE C FOCYAapCTBEHHBIMHM M YaCTHBIMU MapTHepaMu, MUHHUCTEPCTBO
3[PaBOOXPAaHEHUs ATOW CTpaHbl OCYIIECTBISIET PsAJl HHUIMATHB B 00IAacCTH JepMaro-
JIOTHH U O TaIbMOJIOIUHU, HAIPABJICHHBIX Ha YIOBJIETBOPEHHE MOTPEOHOCTEH JHUIl C
aTbOMHU3MOM B MEIHMIMHCKOM oOciyxuBaHuu. Cpenu 3THX MHMOMATUB — Harmo-
HajlbHas mporpamMma Npo(UIAKTHKU paka KOXH, HalpaBJICHHAs] Ha CHUIKEHUE pHUCKa
Pa3BUTHUS paka KOXKHM CPEJH JIMI C albOMHMU3MOM IYyTEeM pa3BUTHUS IMOTEHLIMaa, opra-
HU3AIUU [IUPOKOJAOCTYIHBIX KIMHUK U COJEHCTBUS 00ECIEYCHHUIO0 JOCTYIHOCTH
COJIHIIE3aLIUTHBIX JIOCBOHOB NPUMEpPHO B 75 HpoOLEHTaxX paioHOB. MeauuuHcKue
YUpEKACHUS, CICUHAIU3UPYIOIIHUECs Ha IPOBEPKE 3PEHUS, BBIMOIHIIOT NPOBEPKY
3peHHs ¥ TOAOUPAIOT OYKHU JUISl yUalIUXCs C albOMHU3MOM, a KIMHUKH, CIICIHaIn3U-
pyroluecss Ha 00CIIeJOBAHUAX COCTOSHUS KOXH, IPEAOCTABISAIOT YCIYTH 10 npodu-
JIaKTHKE paKa U paclIpenensioT COlIHLe3auluTHbIe npenaparsl. B npencraBiennu Ma-
JIaBH cOO0INaeTcs, YTO B I[EHTPaAJbHBIX OOJIbBHHUIIAX €XKEHEIEIbHO MPOBOISTCS KOH-
CyJbTallu IO TEMATHUKE paKa KOXH, OPTraHU3YIOTCA BCTPECYU C COOTBETCTBYIOLNIMMU
3aMHTEPECOBAaHHBIMY CTOPOHAMH M HaJIaKeHO OecrnepeboiiHoe cCHaOKeHUE COJIHIIe3a-
WUTHBIMH JochkoHamMu. Kpome Toro, B MajaBu MAET MpoOIECcC CO3AaHUs MECTHOTO
NPEANPUATHS N0 IPOU3BOJCTBY COJHIE3AaIUTHOTIO JOChoHA. PacnpocTpaHeHue WH-
dbopmanuu 0 CBA3aHHBIX C AIBOMHU3MOM IPOOIEMax B 00JaCTH 3[0POBbS OCYIIECTB-
JsieTCs 10 pa3juYHbIM KaHalaM, B TOM 4nciie B popme Oecesn ¢ MEIUIIUHCKIM TIEPCO-
HaJloM B pallOHHBIX KIWHHKaX, peajin3alud HH(OOPMAIMOHHO-IPOMAraHuCTCKUX
nporpaMm Ha YPOBHE O6IIII/IH U C MCIOJIB30BAHUCM pauO0 U TCICBUJACHUA, a TAKIKC
NyTEeM OpraHmu3alvy O3HAKOMUTEJIBbHBIX BCTPCY C NPCACTABUTCIIAMU ACCOHHaHI/II/I JINI]
¢ anp6unusMom B Manasu®.

38. Jluma ¢ anpbOMHM3MOM, MOMHMO NpoOJieM ¢ (HU3NYECKUM 310POBBEM, MOTYT
CTaJKUBATBCS C CEPbEe3HBIMU NMpOOIEeMaMu B 00JaCTH ICUXUYECKOTO 310poBbi. Pac-
POCTPaHEHHOCTh MU(DOB U CyeBepUil B UX COOONIECTBAaX CIOCOOCTBYET CTUIMATH3a-
LMH, U3/ICBATEIbCTBAM U IUCKPUMHHAIMHU, YTO MOXET NPUBOJIUTH K (HOPMHUPOBAHHIO
3aHM)KEHHOW CaMOOIEHKH, K COLMaJbHON M30JISIUU, OIIMHOUYECTBY, TPEBOKHOCTH U
paccrpoiictBam®®. Onucannbie B MyHKTe 14 MHQBI U CyeBepHs Jaxe NPUBOAUIA K
M3HACUIIOBAHUSIM M CBSI3aHHBIM C HUMHU HEXeJIaTeIbHbIM OEPEMEHHOCTSIM, CONPSIIKEH-
HBIM C 3200JICBaHUSMH, TEPENAIOIMMHUCS MOJOBBIM HYTEM, WIH C HPOSBICHUSIMHU
Hacuius B Apyrux ¢popmax, 4To eie 0oJblie MOAPHIBANIO IICHXOJO0THYECKOe 0J1aromno-
Jlyuue JUIl ¢ aibOouHu3MomM?.

Oo0pa3oBanue

39. B oTHOmEHHH JHI C ATbOMHU3MOM MOTYT HPOSIBIATHCS NMPEIPACCYAKH, OHH MO-
T'YT MOJIBEPraThCsl AMCKPUMUHALIMHY U 1K€ HACWIIMIO, YTO HETaTUBHO CKa3bIBACTCS HA
OCYIIECTBICHHHN MUMH IIpaBa Ha oOpa3zoBaHue. Kpome TOro, JMCKpUMHUHALMS B cOYe-
TaHWM C JAOJTOH JOPOTOH 0 IIKOJIBI U NMPEOBIBAHNEM Ha COJIHIIE MOXKET CTAHOBHUTHCS
MPUYMHON OOJIBIIOTO KOJNWYECTBA MPOIYCKOB 3aHATHI M criocobcTBOBaTh HOPMHUPO-
BAaHMIO BBICOKOTO [TOKa3aTelis JOCPOYHOI0 peKpalienus yueosl. Hanpumep, Accomnu-
anus KEeHIIHMH ¢ allbOMHN3MOM cOo00IIMIIa, YTO, HECMOTPSI Ha yIy4IlIEeHHE CUTyalluu B

45
46

Marepwuain, npeacraBieHHbIH Manasu.

Shangwe H. Kiluwa, Sophie Yohani and Samuel Likindikoki, “Accumulated social vulnerability
and experiences of psycho-trauma among women living with albinism in Tanzania”, Disability
and Society, vol. 39, No. 2 (2024).

47 Cwm. Ero and others, People with Albinism Worldwide, p. 75.
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OTHOUICHUU 00pa30BaHMs IS JIUI] C aTLOMHU3MOM B YTaHze, rae okoso 70 mpoieH-
TOB JIMI] ¢ aJIbOMHU3MOM TOCECIIAI0T HaYaJbHYIO NIKOJY, 3aKOHYSCHHOE CpeHee 00pa-
30BaHUeE MMOKa elle UMEIOT Julllb 10 NPOLEeHTOB MpeACTaBUTENEH ITON IPYyTIIIHL.

40. Coro3 nuI ¢ aTb0MHU3MOM peruoHa UCTOKOB Huma cooOmmm, 4To MHOTHE yue-
HUKH C aJbOMHU3MOM MpPEXJAEBPEMEHHO IPEKpamamT y4edy, XOTs CTaTUCTUYECKHE
JaHHBIE IO ITOMY ITOKa3aTeNI0 OTCYTCTBYIOT. OpraHu3anus OTMETHIIA, YTO HEJOCTa-
TOYHasl CTENEeHb 0€30MacHOCTH JIJIs JIUI C aTbOMHU3MOM 00YCJIOBJIEHA OTIACHBIMH MH-
(¢aMu ¥ HENpaBUIBHBIMHU NPEJCTABICHUSIMH 00 3TOM COCTOSHUH, a TaKKe LIUPOKO
pacrnpocTpaHEeHHBIMH COOONIEHUSIMH O MOXMIEHUAX JIMI C aJIbOMHU3MOM. DTO MpHU-
BOAHUT K TOMY, YTO POAMUTENH OECIIOKOSATCS O 0E30MacHOCTH ydamuxcs ¢ albOWHU3-
MOM, 4TO MOKET MOMEIIATh TEM PEaln30BaTh JOCTYN K 00pa3oBaHUIO.

41. Jlaxe eclid TaKUM y4alluMcs yJaeTcs NpeoJoieTh Bo3aeicTBHE (aKTOPOB, CIIO-
COOCTBYIOIIMX MPEKPAIICHUIO 00y4YEeHHS, YUUTENS U LIKOJBl YacTO HE paclojararoT
HEOOXOAMMBIMH pecypcaMH, o0OpyJOBaHUEM WM 3HAHUSMH, 00ECIEeYMBAIOIUMHU
BO3MOXHOCTb YIOBIETBOPSITH 0COObIE MOTPEOHOCTH ydallUMXcs ¢ albOMHU3MOM. B
IIEPBYIO OYEPEb, ITO CBA3AHO C UX YYBCTBUTEJIBHOCTBIO K BO3JACHCTBUIO CONHLA U C
NOTCHUMAIBHBIM YXYAIICHUEM 3pECHUSA, U3-3a YETO YUalIUMCS MOXKET CTaTh CI0XHEE
yCBaMBaTh Marepuai 3aHATHil. Bo3neicTBue 3TUX (akTOpOB MPUBOIUT K TOMY, 4TO
MHOTHE JHIA ¢ aIbOMHU3MOM HE MOTYT BOCIIONB30BAaThCA JOCTYIIOM K 00pa30BaHUIO

Ha PaBHBIX C MX CBEPCTHHKAMH YCIOBHAX ™,

42. B ycnoBusx 3aTpyAHEHHOTO IOCTyla K 00pa30BaHHIO CKPOMHBIE U3MEHECHHS B
MOJINTHKE U MOBEJEHUU MOTYT 3aMETHO U3BMEHHUTH CIIOKHUBIIYIOCS cCUTyanuoo. Hanpu-
Mep, B MajlaBu B HECKOJIBKUX LIKOJIAX Pa3pelIniy JUaM ¢ allbOMHU3MOM HOCUTH B
ydueOHoe BpeMst (OpMY C JUIMHHBIMH pPyKaBaMH M IIHPOKOIOJbIE HUISIIBI, IPUYEM Ta-
KYI0 MPaKTUKY paclpoCTpaHMIU Takxke B Yranne. Kpome Toro, yuammumcs ¢ anbou-
HU3MOM MOTYT MPEAOCTABIATh pa3pelieHre 3aHUMAaTh MECTa B IIEpBOM psiay. BmecTe
C TeM TaKue Ba)XKHbIE pecypchl, Kak y4deOHbIe MaTepuajbl, Hale4yaTaHHbIe KPYIHBIM
wpudTOM, U BCIOMOTaTeIbHbIE CPENCTBA /sl CIab0BUISALINX, BO MHOTHX ClIy4asiX B
y4e6GHBIX 3aBEJIEHUAX OTCYTCTBYIOT.

43. B mpeacraBieHun ManaBu coobmaeTcs, 4To JIeTH ¢ aJbOMHU3MOM 00y4arTCs
Ha BCEX YPOBHAX O6pa3OBaHI/I$I, Ha4yHuHasg ¢ JOIIKOJbHBIX yqpem}leHHﬁ U 3aKaH4YHuBas
BBICIIMM U y‘-Ie6HI)IMI/I 3aBCACHUSIMU. B nauanwsHO mIKoie 6OJ'II)I_HI/IHCTBO ydamuxcs ¢
aTBOMHU3MOM Pa3MeIIaloTCs B PECYPCHBIX LIEHTPaxX C BO3MOXHOCTBHIO MaHCHOHHOTO
npeObiBaHus. To ke OTHOCUTCS M K YYEHHKaM CpeJHe! IIKOJIBI, KOTOPBIX B LIeNdx 6e3-
OMMaCHOCTHU aBTOMATUYECCKU HANPABJIAIOT B IIKOJbI, I1€ UMEETCA BO3SMOXHOCTH obec-
IeYNTh X MaHCHOHHOE NpebriBanue. KpoMe Toro, yuanuecs cpegHeil IIKOJIBI MOTYT
moJrydaTb CTUIIEHAWIO, KOTOpAas MOKPBIBACT IJIATy 3a 06y‘IeHI/Ie, 1 JOIIOJTHUTCIIbHBIC
noco6us®,

44, TlpaBuTeabrcTBO ManaBu BBISIBUIO clieayromniue (akTophl, CO3TA0IIUE CYIIe-
CTBEHHBIE MPEMSATCTBUSA IS MPEJOCTaBICHNUS 00pa30BaTEIbHBIX YCIYT yYaIluMCs C
anbOMHU3MOM, HECMOTPS Ha CJIEIOBaHHE OMHUCAHHOMY MOIXOJY: 1) MOXUIIEHHs, KO-
TOpBIE UMEIOT JOJITOCPOYHBIE MOCIEACTBUS, MOCKOIBKY 3TO TPABMATHYECKOE HCIIBI-
TaHUE BBI3BIBAET IOCTOSHHOE COCTOSHHE CTpaxa Kak y pOAMTENeH, Tak U y JeTeH; u
i) IMCKPUMHUHALMS W HETaTHBHOE OTHOIIEHHE, MMOCKOIBKY IIKOJBI €Ile He B MOJHON
Mepe BOCIPHHUMAIOT yYAIINXCS C aJIbOMHU3MOM KaK HEOThEMJIEMYIO YacTh CBOETO
MHOT000pa3HOTO yYeHHYECKOTo KoJaeKTuBa. [lo cooOmeHusM, MOCTyNUBIIUM H3
ManaBu, HEKOTOPBIE IPENOJaBaTeIM M COYYEHHKH YYaIIUXcs C albOMHU3MOM

8 Ibid., p. 51.

4 Marepwuain, npeactasiennbiii Cor030M Il ¢ albOMHU3MOM PETHOHA UCcTOKOB Huita, u Matepuai,
MpeCcTaBICHHBIN ManaBu.

%0 Marepwua, ipeacTaBieHHbIH Manasu.
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MPOAOJIKAIOT HEFaTUBHO OTHOCHUTHCA K HUM, YTO MPEMATCTBYET UX YYacTHIO M UHTE-
rpanuu®!, Kak GblJI0 OTMEYEHO O/IHOM M3 OpraHM3alMil IPaXAaHCKOTO 00LIECTRa:

YUMTEJSIM He XBaTaeT 3HaHWi 00 anbOMHU3ME, U OHHU HE BIIaJCIOT HH(POPMaLHEH
0 NOTpeOHOCTAX ydaluxcs ¢ anbonHuzMoM. Cutyanus ycyryonsercs Tem, 4To
MOJINOTOBKA BCEX y4YMTeNeld HayaJdbHOM HMIKOIBI B 00JacCTH 0COOBIX moTpeOHO-
CTel SBISIETCS OIPaHMYECHHOW: €€ MOJIy4aloT B IeJAarorHYecKuX KOJIJIEeIKax B
paMkax Kypca npodeccnoHanbHOHW MOATOTOBKY Iepe] MOCTYIUIEHHEM Ha pa-
oory. ... [IpenonaBarenn pyKkoBOACTBYIOTCS TOCOOHEM, MpeJOCTaBIeHHEIM Mu-
HUCTEPCTBOM 00pa30BaHUs, B KOTOPOM BMECTE C TEM COAEPKUTCS OUYEHb Majlo
nHpopmanuu o6 anpOuHKM3MEe M 00yueHHH AeTeil ¢ 3THUM 3abojeBaHUEM. DTO
NPUBOIUT K TOMY, YTO YUHTENsI BOCHPUHUMAIOT albOMHU3M Kak (opMy yM-
CTBEHHOW HEIOJIHOIIEHHOCTH M OTKa3bIBAIOTCS 00y4aTh JeTel ¢ aIbOMHU3MOM,
HapylIas X Npaego Ha o6pazoBaHue?,

TpynoycrpoiicTBo

45. B cBOHX ImpeACTaBICHHUSAX TOCYJapPCTBA-WICHB OTMETIIIH, YTO JUIA C aIbOMHU3-
MOM 3allUIIEHb] TPYAOBBIM 3aKOHOATENbCTBOM, 3AMPEINAIOIUM AMCKPUMUHAILIO .
Hampumep, DxBamopom 3asBICHO, YTO «BCE JIIOIA UMEIOT MPABO HA y4acTHE B IPO-
meccax oTOopa mepcoHalla B TOCyJapCTBEHHOM H 9aCTHOM CEKTOPE Ha paBHBIX yCJO-
BUAX U 0€3 Kakol-nmu0o auckpumuHanuu»>t. B [laname nuna ¢ ansOMHA3MOM 3allh-

IICHBI OT AMCKPUMHWHAIUN Ha pa60qu MECCTEC CII€CIHAJIbHBIM 33KOH0M55.

46. CratucTHYECKHE AaHHBIC O 3aHATOCTH JUI] C ATbOMHIU3MOM PEAKO OBIBAIOT JO-
cTynHBIMH. IIpHu 3TOM pas3inyHbBIe 3aMHTEPECOBAaHHBIE CTOPOHBI HHPOPMHPYIOT O Ce-
PBE3HBIX NMPOOIEMax, ¢ KOTOPBIMH CTAIKHUBAIOTCS NPU TPYAOYCTPOHUCTBE JIMIA C aJlb-
OMHN3MOM, 0COOCHHO B cTpaHax AGpUKH K fory oT Caxapsl, TIe BAXKHYIO POJIb HTPaeT
CEIbCKOEe XO3SCTBO M, COOTBETCTBEHHO, BO3MOXXHOCTD MPOJOJKUTEIBLHOTO MPEObI-
BaHMs Ha conHue. Hampumep, Coro3 nui ¢ anbOMHU3MOM pernoHa nctokos Huma ot-
METHJI, YTO B YraHje paboTomareny HE B MOJHOW Mepe HCHOJIB3YIOT NOTEHIINAI JIHIL
¢ anpOMHNU3MOM, 00JIaIal0IUX HEOOXOOUMBIME I paboThl HaBEIKaMu. Kpome Toro,
B IIPE/ICTABICHHBIX MaTepuajax yKa3plBaeTcs, 9TO JUIl C aIbONHU3MOM PEJIKO IPUHHU-

MaloT Ha paboTy B TOCYAaPCTBEHHBIE yUPEkKAEHHS .

47. Tlo coobmenusmM FOHUCE®, 0CHOBHBIMU NPEUSITCTBUAMH IS JOCTHXKCHUS
MTOJTHOH 3aHATOCTH JIUII C allbOMHU3MOM B MaJaBH SIBISIOTCA: 1) HEBEPHBIE MPEICTAaB-
JIGHHUS O TEPCHEKTUBAX TPYAOYCTPOUCTBA U MPOUZBOAUTEILHOCTH TPYyAa JIUI C aJlb-
OWMHU3MOM; ii) MaJble BOSMOKHOCTH W JOCTHIXKCHHS B TOM, 4TO KacaeTcs oOpa3oBa-
HUS; ¥ 1ii) yrpo3a HaCHIIUs, KOTOpas ABIAETCS (PaKTOPOM, MPEMATCTBYOIINM AOCTYITY
JIUI ¢ aTbOMHU3MOM K BO3MOXHOCTSIM TPYAOyCTpOICTBa. BenencTBue yuacTUBIIAXCS
B IOCJICTHUE HECKOJBKO JIET HalaJCHUN, MOXUIICHUA U YOUNHCTB JHIA C aJdbOWHM3-
MOM BEIHYKJICHBI CKPBIBATHCH, OMTacasch 3a CBOK Oe3omacHoCcTh. Clie10BaTeIbHO, O~
HHUM U3 MPENITCTBUH, ¢ KOTOPBIMHU CTAJIKHBACTCS dTa I'PYIIa HACCICHUS P peallu-
3al[MA JOCTyNa K BO3MOXXHOCTSM TPYIOYCTPOWCTBA Kak B (OpPMaIbHOM, TaK U B

1 Tam xe.

52 TIpencTaBnenue AccolUalyy JIUI ¢ aTbOMHM3MOM B ManasH.

8 Marepwuai, pecTaBIeHHbIH A3epOaiiKaHoM.

% MarepuaJ, npeaCTaBIEHHbINH DKBaI0POM.

% Cm. OHCHR, “Panama: fast-track implementation of the law on albinism, urges UN expert”,
8 September 2023; and Independent Expert on the enjoyment of human rights by persons with

albinism, “Official visit to the Republic of Panama, 28 August to 7 September 2023: preliminary

findings”, September 2023.
% Marepuan, npencrasnenusiii Cor030M JHI ¢ aTLOUHA3MOM PEruoHa HCTOKOB Hua.
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Heq)OpMaJ'H:HOM CCKTOpax, a TAaK¥XE IpU 3aHATUU I/IHZ[HBHL[yaHLHOﬁ pr[[OBOﬁ ACs-
TCJIBbHOCTBIO, MMO-IPEIKHEMY ABJIACTCA OTCYTCTBUC 6330H8CHOCTI/I57.

48. B cBsA3HU ¢ 3TUM NMpaBUTCIBCTBO ManaBu COO6HII/IJ'IO 0 pcajin3anvu nporpaMmbl
B obnacTu pr}.‘loyCTpOﬁCTBa, HaHpaBJ'IeHHOfI Ha pacliupeHue JOCTyIa K 3aHATOCTH.
B paMKax 3TOM nmporpaMmsbl JrOAAM C UHBAJIUJAHOCTBIO, B TOM YUCJIC JTULAM C aLou-
HU3MOM, NPCAOCTABIAOTCA BO3MOXHOCTU [JIAd TPOXOKIACHUA CTAXKUPOBKU HIHU
yCTpOﬁCTBa Ha pa60Ty B pa3JIUYHBIX KOMIIAHUAX U OpraHuU3alugx. KpOMe TOrO, INpa-
BUTCJIBCTBO OPTraHU3YCT HpO(l)eCCI/IOHaJ'II)HOC 06yquI/1e MOJIOABIX JIOACH C UHBATUI-

HOCTBIO, C TEM YTOOBI PACUIMPHTH MEPCIIEKTHBEI UX TPYA0YyCTpoiicTBa%,

KeHIIMHELI ¥ 1eTH

49. B HEKOTOpHIX CTpaHaX XECHIIWHBI M JE€BOYKH OOJBIIE APYTHX CTPAAAIOT OT Ia-
ryOHBIX BUAOB NIPAaKTHUKH, CBA3aHHBIX C albOMHM3MOM. AdpuKaHCKas CEeTh IOJI-
JEPKKH JIUI C AJIbOMHU3MOM COOOIIAeT, 9TO MYXbS 4acTO OPOCAIOT XKEHIIUH MOCIE
TOTO, KaK T€ POXAIOT AeTell ¢ anpOmHM3MoM. Kak nmpaBmiio, 3T feTu )XUBYT ¢ 6a0ymI-
KaMH ¥ AeAYUIKAMH WJIHM OAMHOKUMH POIUTEIAIMHU (OOBIYHO MaTepsMH) B CEIbCKOMH
MECTHOCTH, TZI¢ X BO3MOXHOCTH JUISl MOJyYCHHUSI 00pa30BaHUs SIBISIOTCS OTPAHU-
yeHHbIMH. Emne cuibHee yCcyryOnsroTcst 3TH NPoOIeMbl HAPYIICHUSIMH 3PEHUS y Ta-
KHX JIeTel 1 HEOOXOAMMOCTBIO 00€eCIIeINBaTh UM 3aIUTy OT COJIHIIA.

50. JXeHIIMHBI M AEBOYKH C aOMHU3MOM, a TAKXKE MATEPH JETei ¢ albOMHU3MOM
qalie, 4eM JpyTrue >KeHIINHBI U IeBOYKH, CTAHOBITCA 00BEKTAMH CEKCYaJIbHOTO U (u-
3MYECKOT0 HACHIIMS, a TAaKK€ HCIBITHIBAIOT MPOOJIEMBI CO 3I0POBBHEM, SBISIOIMIHECS
CIIEACTBUEM 3TUX IPOSBICHUN HACHINUS, B TOM YHCIIE CTPANAIOT 3a00JIE€BAHUIMHY, Te-
peNAOIIMMHUCS T10J0BBLIM IIyTE€M, U OKasblBaroTca UHbuuuposansl BAY/CIIN oM.
OpHa W3 IPUYNH 3TOTO SBJICHHS 3aKJII0YACTCSA B HAIMYNH T'€HACPHOTO U3MEPEHNUS He-
KOTOPBIX BepoBaHuii®’: HampuMmep, cUMTAETCsA, YTO MY’KYMHA MOXKET M3JIEUYUTHCS OT
BUY/CIIM da, ecnu COBEPUIUT MOJIOBOH aKT C KEHIIUHOM ¢ anpOouHu3MOM L,

51. XeHiiuHBI ¢ aTbOMHU3MOM M MaTepH JeTel ¢ anbOUHU3MOM, KOTOPBIE M TaK
KpaiiHe 4acTO OKa3bIBAIOTCS B M3OJISAIMH U KUBYT B HHUIIETE, OOBIYHO CTAIKHUBAIOTCS
¢ ele OOJBIIMMH TPYAHOCTSIMHU B MOJIYYEHUH JIOCTyHA K HCTOYHHKAM CPEJICTB K CY-
[IECTBOBAHMIO I ceOs U cBoMX JeTeil. Kak mpaBuio, neTu ¢ aab0MHU3MOM MOBEP-
rarTcs 0OJbIIeMY PUCKY HAMaJeHUU C [EIbI0 IPOBEACHUS KOJIJOBCKUX PUTYANOB U
MPaKTHUK U3-3a IPEJICTABICHHS O TOM, YTO HEBUHHOCTD )KEePTBbI MOBbIIIaeT 3P (HEKTUB-
HOCTB KoJimoBcTBa (A/76/769, 1. 38).

52. B onmHOM u3 omyOimkoBaHHBIX B 2021 romy MOKIIaJToB TOBOPHUTCS O HEcopas-
MEepHO OO0JBIINX NMPOOIEMax, C KOTOPBIMH CTAIKHUBAIOTCS XKEHIIUHBI U IETH C alb0n-
HHU3MOM B pa3IUYHBIX pETHOHAX, B TOM yucie B Adpuke, FOxuHo#t AMmepuke u FOxHOM
A3un. B HeM 0TMeuanock, 4YTO BCIEJCTBHE JOXKHBIX MPEACTABICHUN U NPOSBICHUN
CTUIMaTH3allMK Ha )KEHIWH 4acTo 0OpYIIMBAIOTCS YIIPEKH, UX OPOCAIOT M OTBEPraroT
B cllydae poKJeHUs MU pebeHKka ¢ anbOnHn3MoM. OKa3aBIINCh B U30JISIIIUH IO 3TOH
MIPUYMHE, )KEHIIUHBI 0Ka3bIBAIOTCS BBEPTHYTHIMU B HUIIETY M B OOJBIION Mepe Mmoj-
BEpraloTcs pa3JINYHbIM pHUCKaM, B TOM YHCJIE PUCKY BO3HHKHOBEHHS IpoOiieM, CBs-
3aHHBIX CO 3JJOPOBBEM, U PHCKY CTaTh 00BEKTOM CeKcyalbHOTO Hacuius. Kpome Toro,
KEHIIMHBI ¥ JIETH C aJIbOMHU3MOM IT10JIBEPTalOTCs MOBBIIICHHOMY PHCKY HanaJleHu! U
MECTH 3a CTpeMJIEHHE JOOUTHCS CIpaBeIMBOCTH. [IpecTyTHUKHM 4acTo MOJIb3YIOTCS

7 Marepuain, npencrasieHsasiid otaeneanem IOHVCE® B Manasu.

%8 Marepwuai, npeAcTaBIcHHbIH Manasu.

% Cwm. Ero and others, People with Albinism Worldwide, p. 93.

60 Marepwua, IpeACTaBIeHHbIH ADPHKAHCKON CETBIO TIOIEPKKH JIUIL C ATbOHHU3MOM.
1 Marepuai, npeacTaBieHHbINH AccolManue KeHIIHH ¢ albOMHIU3MOM.
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Ge3HaKa3aHHOCTBI0. Takke pacnpoCTpaHeHbl CAyYan NepeMeleH s JUIL C albOuHU3-
MOM, KOTJla MHOTHE JIFOIM MO CO0OpaXeHUsIM 6e30MacHOCTH MIIYT BpeMeHHoe yoe-
JKUIIE, HO TIPU 5TOM He MONYYaroT HaJJlekKallel ToaaepKKU. B enoM, 3Tu GpakTopsl
HATJISIHO CBUAETENbCTBYIOT O HAJMYUM HACTOATEIbHOW HEOOXOAMMOCTH MOBBINIATH
OCBEJIOMIIEHHOCTb O MpoOIeMax KEHIIUH U JeTel ¢ anbOMHM3MOM, OKa3blBaTh MM
NOAAEPKKY M PEA0CTABIAT 3AIUTY JUIS 10 CTHKEHHS MOJHOTO OCYIIECTBICHHS UMH
npas 4esnoBeka®?,

HopmaruBHO-npaBoBas 6a3a MONIEPKKH JIUIL
¢ AJILOMHU3MOM

3apaBooxpaHeHHne

53. VYneJieHue nepBOCTENEHHOI0 BHUMAHUSA NPoPuUIaKTUKEe U HHPOPMUPOBAH-
HocTH. [Ipn pazpaboTke MPOYHONH HOPMATHBHO-IIPABOBOH 0a3bl B 00NaCTH OXpaHBI
300POBBS JHI C AJIEOMHU3MOM BO IJIaBY yIJla JOJDKHBI OBITH ITOCTABJICHBI NPOQHUIaK-
THKa ¥ UHHOPMUPOBaHHOCTH. [IpodunakTuyeckue Mephl JOJKHBI 00ecedYnBaTh 3a-
IIMTY JIAL ¢ aJbOMHU3MOM OT HMOBBILICHHOTO PHCKA, KOTOPOMY OHH IOABEPraroTcs,
0COOCHHO B OTHOIICHUH paka KOXKH W yXYIILICHHS 3peHUs. [IpaBUTEIbCTBA JOIKHBI
BBECTH B JIeHICTBHE MPOTPaMMBl PEryISIPHOTO 00CIIeIOBaHUs Ha pak KOXKHU M COXeH-
CTBOBAaTh PACHpPOCTPAHCHHIO COJHIE3AIIUTHBIX JOCHOHOB M O(TAaIbMOIOTHYECKHUX
YCIIYT IS JIML ¢ aTbOMHU3MOM. [Ipu 3TOM Ba)KHEHITMM KOMIOHEHTOM MPOCBEIIEHUS
HACeJICHHS, MEAULIMHCKUX PaOGOTHUKOB U ceMell 00 YHUKaNbHBIX poOieMax, CBsI3aH-
HBIX C aNbOWHU3MOM, SABISIOTCS HHQOPMaMOHHBIE KaMIaHUH. B paMkax 3THX KaM-
NaHWil ciienyer yneiasaTh 0c000e BHUMAaHUE BAXHOCTH MPOPUITAKTHYECKIX Mep, TAKHX
KaK HOLICHHE 3alIMIAIONIeH OT COMHIA ONeXk bl M obecreueHne 6€30NacHOCTH Ipe-
ObIBaHMS Ha COJHIIE, B KAUeCTBE Ba)KHEHIIIMX AJIEMEHTOB CHHIKCHHS PHCKOB IS 3710~
poBbsi. CoueTasi B paMKax TaKOd MOJUTHKY NMPO(YHUIAKTUKY C HHOOPMUPOBAHHOCTBIO,
MOXHO CHOPMHPOBATH IS JIHIl C ATLOMHU3MOM Ooliee Oe30MacHyo U WHPOPMUPO-
BaHHYIO Cpeay.

54. dopmMupoBaHuUe HeIOPOroCcTOsIIIeli, JOCTYIHON, NpHUeMJIeMOil U Ka4eCTBeH-
HOWl MHQpPACTPYKTYphl 3ApaBooxpaHeHus. Eme ofHUM BaXHEHIIUM 3JIE€MEHTOM
KOMIUIEKCHOM TOJIUTHKH B 00JIACTH 3/[paBOOXPAHEHUS ISl JINI C aIbOMHU3MOM SIBIISI-
eTcs obecreyeHne HAINYUS M JOCTYITHOCTH CHEUAIN3UPOBAHHBIX YCIyT B 00JNacTH
OoXpaHBbI 310poBbs. HacTosTenpHO HEOOX0UMO, YTOOBI JUIA C alTbOMHU3MOM HUMEITH
JOCTYTI K IEpMaTOJIOTHYECKUM U OPTATBbMOJIIOTHIECKUM 00CIIeI0BaHUIM | JICUEHHIO,
a Tak)Ke K TEXHHYECKHM CPEJICTBAM KOPPEKILUHU 3PECHHs, OTBEYAIONIUM WX YHHKalb-
HBIM IOTPEOHOCTSIM, 0€3 Kakoi-1100 MTUCKPUMHUHANMM. [l TOTO 9TOOBI yCTpaHUTh
Gapbepbl QUHAHCOBOTO XapaKTepa, 3TH YCIYTH U MPONYKTHI (HaIpUMep, TEXHHYECKUe
CpeAcTBa KOPPEKIMH) CleAyeT NMPEeJoCTaBIsATh OECIUIaTHO MIIM 10 CHHMKEHHBIM Iie-
HaM, IpUHUMas BO BHUMaHHUE TOT (GakT, 4TO 3TH METO/IbI JICUSHHSI U MEPBI MO PIKKHI
XKU3HEHHO HEOOXOAMMBI I COXPaHEHUs 3/I0POBbS M 0JIArONONyYus peicTaBUuTeIei
sTo# Tpynnsl. Kpome Toro, [uist iun ¢ adbOMHU3MOM CieayeT 00eCHeunuTh JA0CTYI-
HOCTB yCJIYT MOOMJIBHBIX KJIMHUK M COJHIIE3aIUTHEIX JJOChOHOB. [IpuHATHE HHHOBA-
LIUOHHBIX Mep I 3((EKTUBHOTO OXBara JHI[ ¢ aJbOMHU3MOM M oOecreyeHus UM
HaJUIe)Xalero yxoaa, ocoOEHHO B OTJAJeHHBIX paloHaX, cleyeT CAesiaTh OAHUM U3
KJIIOYEBBIX TPUOPUTETOB B JIeJIe NIPEOIOJICHHS pa3phiBa B 3ApPaBOOXPaHEHHH U o0ec-
MeYEeHHs] PaBHOTO AOCTYIIa K HEOOXOIUMBIM CIIEIHAIIN3UPOBAHHBIM yCIYyTaM.

55. Bopbba ¢ 1McKpUMHHANMeEl U HePaBEeHCTBOM BO Beex popmax. IIporpammer
00y4eHHS W MOBBIIMICHUS OCBEIOMIIEHHOCTH JUISI MEAUIIMHCKUX PAOOTHUKOB MMEIOT

62 Cm. Ero and others, People with Albinism Worldwide, p. 89.
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pemarliee 3HaYCHUE 11 OOPHOBI C MUCKPUMHUHALMEH W MPEAB3ATHIM OTHOIICHUEM,
C KOTOPBIMH JIUIA C aTbOMHU3MOM MOTYT CTOJIKHYTBCS B CHCTEME 31PaBOOXPAHCHHUS.
Kpome Toro, B cayuasax poxaeHus pebeHka ¢ allbOMHU3MOM CJIeAYET NP eA0CTABIATH
CEMBbSM H JUIAM, OCYIICCTBISIOIINM YXO0.I, UHHOPMAIIHIO U TOIICPKKY B paMKaxX WH-
(hOpMalMOHHBIX KaMITAHUH.

OoOpa3oBanue

56. OO6ecnedyenue 0e30MacHOCTH U HeAONMylleHHe AUCKpuMuHanuu. [TepBooue-
penHoe BHUMaHHE B paMKax BceoOBeMITIOIIedl HOpMAaTHBHO-IIPaBOBOM 0a3bl B 00na-
ct 00pa3oBaHU IS UL C albOMHU3MOM CIEAYeT YACJSITh BOIpocaM obecTeueHus
0€301acHOCTH ¥ HEJONMYIIEHHU TUCKpUMHHANUU. O4eHb Ba)XKHO, YTOOBI MPaBOBBIMHU
HOPMaMH OBIIM NPSAMO 3aIlpeIicHBb! JI0Oble (GOPMBI TUCKPUMHHAINK B OTHOIICHUH
ydamuxcs ¢ anbOMHU3MOM, a B Y4EeOHBIX 3aBEJEeHHAX oOecmednBaioch GopMupoBa-
HUE KyJNbTYypbl HHKJIIO3UBHOCTH. B pamMKax 3TOW NMONUTHKH CIEAYeT NMPOBOJUTH HH-
(hOopManMOHHO-IIPOCBETUTEIBCKIE KaMIIaHNH, HallpaBJIeHHbIE Ha O00pE0y co cTepeo-
THIIaMH¥ U 3201y X AeHusIMU. Kpome Toro, 3Ta HOMNTHKA JOJKHA TPEAYCMaTPUBATh CO-
31aHue 0€30MacHON M CIHOKOWHON 0OCTaHOBKHM Kak B IIKOJNAaX, TaK M BO BPEMs exe-
JHEBHBIX MOE3M0K B yUeOHBIC 3aBEICHUSA C YIETOM 0COOBIX poOieM B obnactu 6e3-
ONAaCHOCTH, CTOSIIIMX Tepe] JUIaMU ¢ aTbOMHIU3MOM, KOTOPBIE YacTO MOJBEPTAIOTCS
PUCKY TOXHINEHHS W Hacwiug. s Toro 4ToObl Mephl, IPU3BaHHBIE 00ECIEeYNBaTh
0e30MacHOCTh W OJIATOTIONYYHE yYaIluXcs ¢ albOMHU3MOM, OBUTH 3 (EeKTUBHBIMH,
cIeayeT MPeayCMOTPETh HallAXXMBAaHHE B WX pPaMKax COTPYJHHUYECTBA MEXAY opra-
HaMH 00pa3oBaTeNbHON CHCTEMBI, OpraHaMH, 00eCIEeYNBAOINMH OXpaHy MPaBOIO-
PAIKa, U COOTBETCTBYIONIMMHU OOIIMHHBIMU OPTaHU3AIUSIMH.

57. TlpuMeHeHHe HAJIEKAIUX MepP MOAAEPKKHU. [ Toro 4ToOBl 00ECICUnTH
3¢ PeKTUBHOE M UHKIIO3UBHOE 00pa3oBaHue I JINI] C allbOMHU3MOM, HACTOSITEIBHO
HE00X0AMMO, YTOOBI MONUTHKA YIUTHIBANIA X 0COOBIE TOTPEOHOCTH. DTO IpeayCcMaT-
pHBaeT NMpUMEHEHNE HaIC)KAIIUX MEpP 3aIIUTHl OT COJHIIA U MPEJOCTaBJICHUE MMOA-
JIEpXKKH MPU YXYIANICHUH 3peHHs. B paMkax mpuMeHsIeMOW MOJHTHKH CIeqyeT obec-
MeYNBATh HAIMYHE B IIKOJAX COJHIIC3aIIUTHBIX JOCHOHOB, MOOMIPSATH yYaIIMXCS C
anpOMHU3MOM TONBE30BaThCs UMHU. ClieayeT TakKe pa3bsACHATh UM BaXXHOCTH IPHUMeE-
HEHHS ITUX cpelncTB. KpoMe TOTo, MOMUTHKA AOJKHA MPEeIyCMaTpPUBATh IPEIOCTaB-
JICHHE TEeXHUYECKHX CPEICTB KOPPEKUHH 3pCHUS U OKa3aHHE COOTBETCTBYOIIHX
YCIyT, TAaKUX KaK oOecredeHue YueOHBIMH MaTepralaMy, HalledaTaHHBIMU KPYITHBIM
mpudToM, UM TPUMCEHEHHE CICHHATBHBIX METOIWK IPENoNaBaHUs, MPHU3BAHHBIX
YCTpaHATh Oapbephl, ¢ KOTOPBIMH CTAJIIKUBAIOTCS JUIA C aTbOMHU3MOM IPH MOTyde-
HUH 00pa3oBaHHUS.

58. Tloaaep:KKa M WHKJIO3UBHOCTH. B 0CHOBY 1f000# MOTUTHKHU B oOnacTu oOpa-
30BaHMS IS JIUI C aJbOMHU3MOM CIIEyeT 3aJ0KHUTh NMPUHIUIIEI IPEJOCTaBICHUS
MOJIEP)KKN U 00ecredeHHs] MHKIIO3UBHOCTH. OUeHb Ba)KHO MPENOCTABIATH YUUTE-
JM TOCTOSHHYIO IOJATOTOBKY IO BOIIPOCAM, CBSI3aHHBIM C aJlbOMHM3MOM, C TEM
4TOOBl YMEHBIIUTH PacHpPOCTPAHEHHOCTH NPEIPACCYAKOB W HMpeayOeKIeHUH W 10-
OUTBHCS TOTO, YTOOBI MEJArord yMelu yYHUTHIBaTh YHUKAJIbHbIE MOTPEOHOCTH 3THUX
YYEHHKOB B 00yueHHMH. Kpome Toro, B IIKOJIaX CleayeT 00ecCHeYuTh HIMPOKYIO JO-
CTYIHOCTb TaKUX CIy’XO TMOANEpPX KM, KaK KOHCYIbTHPOBAaHHWE M HAacTaBHUYECTBO,
OCYLIECTBIISIEMBIE CHJIAMU COYUYEHHKOB U MPU3BAHHBIE PEIIATh COL[UANIBHBIE U IICUXO0-
JIOTHYECKHUE MPOOIEMBI, ¢ KOTOPEIMU MOTYT CTOJKHYTHCS YYaIIHecs ¢ allbONHU3MOM.
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59. JIUpeKTUBHBIM OpraHaM CjleAyeT Tak)Ke PacCMOTPETh BOMNPOC O BBIACJICHUU
CPEACTB Ha CTUIEHIUU U (UHAHCOBYIO OMOUIb IS CMSATYECHHS BO3EHCTBHS IKOHO-
MHYECKUX 0aphepoB, MPEMITCTBYIOIMX JOCTYIY JIMIl C aJbOMHU3MOM K MHKIIIO3UB-
HOMY Ka4eCTBEHHOMY oOpa3oBaHuio. CieloBaHHE ITOMY KOMINIEKCHOMY TOAXOIY Ta-
PaHTHUPYET, YTO y4alluecs ¢ aJbOMHU3MOM HE TOJBKO IOJydaT oOpasoBaHHe B 0e3-
ONAaCHBIX YCIOBHUSX MPHU OTCYTCTBHU AMUCKPUMHUHALIMH, HO M OyIyT oOecredyeHbl BCe-
CTOPOHHEN NOAACPKKOU JJIS IIOJHOIO PACKPBITHS CBOETO aKaJAEMHUYECKOTO MOTCHIU-
ana, 4to Oyzmer cnocoOcTBOBaTh (POPMHUPOBAHUIO OOJIee MHKIIO3UBHOM U CIIpaBeIu-
BOH 00pa3oBaTeNbHON Cpeabl.

TpynoycTpoicTBo

60. OO6ecneyeHue paBHBIX BO3MOKHOCTeMH B 00J1aCTH TPYAOYCTPOICTBA U HeMC-
KPUMHMHAIMU Ha padoyem mecTe. 11 TOoro 9To0B 00€eCTIeYUTh paBHBIE BO3MOXKHO-
CTH TPYIOYCTpPOMCTBa M OTCYTCTBHE NUCKpHMHHAIMU Ha paboueM MmecTe, HEoOXO-
JuMa BceoObEeMITIONasi HOpMAaTUBHO-IIpaBoBas 0a3a, Kacarolascsl TPyAOyCTpOHCTBa
Ul ¢ ansOmHN3MoM. Hannune takoil 6a3sl mpeanosiaraeT NMpUMEHEHHE CTPOTHX aH-
THINCKPUMHUHAIIMOHHBIX 3aKOHOB ¥ IPABHJI, 3aIPENIAI0MUX JIF0ObIe (POPMBI IIPEIB3s-
TOTO OTHOLICHHUS MO NPHU3HAKY anbOWHM3MA. JIMPEKTUBHBIM OpraHaM CIEJyeT ak-
THBHO MOOLIPSATH MHOT00Opa3nWe M HWHKIIO3MBHOCTH Ha pabouem Mecte, GpopmMupys
KYJIBTYPY, B KOTOPOH JIUI] C alb,OMHU3MOM IIEHSAT 3a UX HaBBIKU U BKJIAJ, a HE CYJAT O
HUX 10 BHeNIHeMy Buay. Kpome Toro, cienyeTr mpoBoauTh HHPOPMAIMOHHO -IIPOCBE-
TUTEIbCKHE KaMIIAaHNH, HAIPaBJICHHBIE Ha IPOCBELICHUE paboToAaTeNeH U KOJIJIET OT-
HOCHTEIbHO aJIbONHNU3MA, Ha ONPOBEPKEHNE MU(POB U CTEPEOTHIIOB. [[151 TOr0 4TOOBI
rapaHTHpPOBATh PaBHBIE BO3MOXKXHOCTH B 00JIACTH TPYHOYyCTPOHCTBA M HE JOIYCKAaTh
MPOSIBJIICHUH ITHCKPUMHUHAIIMK Ha pabodyeM MecTe, B paMKax 3TOW HOPMAaTHBHO-IIpa-
BOBOH 0a3bl TOJKHBI OBITH CO3AaHBl MEXaHHU3MBI, TIO3BOJISIONINE JTUIAM C albOMHM3-
MOM cOO0OmaTh O cily4asX AUCKPUMHHAIMHM U 00ECIeYMBAIONINE MM IIPAaBOBYIO 3a-
IIUTY B Clydae AMCKPUMHUHALMOHHOTO ¥ HECIIPaBEIMBOTO OOpaIieHus .

61. Pemenue npodemMbl pa3yMHOI'0 NPUCIOCO0JIeHUsI HA pa0oueM MecTe U NMPO-
(peccuoHaTbHOE MJIM MPOU3BOACTBeHHOE o0y4ueHue. [[ns Toro uToOb 0OecmeynTh
pacuIMpeHue npaB ¥ BO3SMOXHOCTEH JINII C aTbOMHN3MOM B paMKaX TPYZOBBIX KOJIJIEK-
THBOB, UX 0CO0ObIe NOTPEOHOCTH clleyeT NPUHATh BO BHUMaHNE B HOPMATHBHO -TIpa-
BOoBO# 0a3ze. [IpuMeHeHHE TAaKOTO MOAX0Ja MpeaycMaTpuBaeT obecrnedeHne 1ocTyna
K 3aTEHEHHBIM MECTaM H OJIeK]Ie, 3alIMIIAI0NIEH OT COIHIIA, & TAKXKe MPEAOCTaBICHUE
TEXHUYECKHX CPENCTB KOPPEKIMHU 3pEHUS U MEeYaTHBIX MaTepuaioB, HaOpaHHBIX 00-
JIee KPYMHBIM WPU(TOM, IS CO3AAHMUS 3TUM JHUIaM 0osee KOM(OPTHBIX yCIOBHIL pa-
6oTel. Kpome TOro, ofHMM W3 KIIOYEBBIX ACIEKTOB HOPMAaTHBHO-IPaBOBOI 0a3bl
JOJKHO OBITH HAJIMYHE MPOrpaMM 0011eo0pa3oBaTeNbHOTO, NPO(eCcCHOHATHLHOTO NITH
MIPOM3BOICTBEHHOTO 00y4ECHHS U Pa3BUTHS HaBBIKOB, pa3pabOTaHHBIX C YIETOM 0CO-
OBIX TOCTOMHCTB M BO3MOXXHOCTEH JIUI[ C aJbOMHU3MOM. DTH y4eOHbIE MHUIIUATHBEI
JIOJKHBI TOTOBUTH /ISl TAKHX JIOJIEH MUPOKUH CIIEKTP BO3MOXHOCTEH B 00JIaCTH TPY-
J0yCTpOHCTBa, BOOPYXaTh MX HaBBIKAMH, HEOOXOJUMBIMU I YCHEUIHOW paboThl B
Pa3JIMYHBIX OTPACIHIIX U MPOPECCHsIX.

62. Crumyasl aas pabdorogareneil 1 MeXaHHU3MBbI NMOAAepP:KKH. B HOpMaTuBHO-
MIPaBOBBIX 0a3ax cieayeT NMpeaycMOTpPeTh CTUMYIMpPOBaHHE paboToaaresiell K HalMy
UL ¢ abOMHU3MOM. Takoe CTUMYJIMPOBAaHUE MOXKET IPOU3BOIUTECS B JOpMe BBelIE-
HUS HAJOTOBBIX JIBIOT, CYOCHIUI Ha XHWJIbE WM IPAaHTOB Ha pea3alHUI0 IPOrpamMm
npodeccroHaabHOTO 00y4yeHus. [lonnTrka nmoompenus padoronareneil K co3IaHUIO
MHKJIFO3UBHOM paboueil cpesbl MOKET CTUMYJIMPOBATH IPUBJICYEHHUE JINIL C aIbOMHU3-
MOM K paboTe M MX ynepxkaHHe B cocTaBe paboueit cuibl. Kpome Toro, Heo6xoanumo
€0371aBaTh MEXaHU3MBI MOJIEPKKN, OPUCHTUPOBAHHbIE Ha OKa3aHHE JINIAM C ajb0u-
HHU3MOM IOMOIIM B UX KapbepHOM pocTe. Takue MeXaHU3Mbl MOTYT IIpeAycMaTpUBaTh
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peanu3aiiio NporpaMM HacTaBHHYECTBA, KOHCYJIBTHPOBAHUE B OTHOUICHHH IPOIBHU-
KEHHS TI0 CIyKOe MM MPeA0CTaBICHIE A0CTyla K TPAHCHOPTY, OTBEUYAOLIEMY Tpe-
00BaHUAM JOCTYNHON cpeasl. Hamnure HOpMaTHBHO -IPaBOBO# 6a3bl popMupyeT HH-
bpacTpyKTypy MOAIEPKKH, oOecrmeunBas JUI[ ¢ aTbOMHU3MOM peCypcaMu U Mpeao-
CTaBJIsIsl UM PYKOBOJCTBO, YTO HEOOXOAMMO [UIsl yCTIEUIHON pabOoThl B BHIOPAHHBIX HMHU
npodeccusx.

3amuTa ¥ HeoNMyIllleHHe TUCKPUMHHALIUYT

63. Jluma c axbOMHU3MOM MOJABEPTAIOTCS MHOXECTBEHHBIM H IIEPEKPECTHHIM (op-
MaM AUCKPUMHUHALMH — CPEAH MPOYUX (HaKTOPOB, IO IPHU3HAKY I10Ja, BO3pAcTa, TeH-
JepHON MOEHTUYHOCTHU, CEKCYaJIbHOM OpHEHTALUM, STHUYECKON U pacoBOil mpuHan-
JIEXKHOCTH, MECTa MPOXUBAHUSA, IPABOBOTO CTAaTyCca U YIKOHOMUYECKOTO IMOJIOKEHHUS.
CoOTBETCTBEHHO, B HOPMaTHBHO-IIPAaBOBOHW 0a3e cilenyeT yIUTHIBATH MHOXKECTBEH-
HBIE ¥ NEpEeKpPecTHbIC (HOPMBI TUCKPUMHUHAIINH, C KOTOPBIMH CTAJIKHUBAIOTCS JIHIA C
anbOMHU3MOM.

64. TocynapcTBaM-uieHaM ClEIyeT MPOJOJKATh HapalluBaTh yCHJIHS 110 yCTpaHe-
HUIO KOPEHHBIX NPUYHMH JUCKPUMHUHALNH JIUII C aIbONHU3MOM ITyTEM NPOBEICHUS HH-
(hOpPManMOHHO-IIPOCBETUTEIBCKIX KaMIAaHUN U MEPOTIPUATHH 00pa30BaTEIHHOTO Xa-
pakrepa. MHQpOpMaMOHHO-IPOCBETUTEIHCKHE KAMITAHUH CIEAYET IPOBOJUTH BO B3a-
NMOJIEHCTBUY C HACEICHHEM, B TOM YHCJIe Ha OONIMHHOM YPOBHE, M aJaiTUPOBATh UX
K MECTHBIM COIMOKYIBTYPHBIM ycnoBusM. K pa3paboTke Takumx KaMHaHUN clemyeT
MPUBJIEKATh CAMUX JIHUI] C aTbOMHU3MOM.

65. Jluna c aTpOMHU3MOM, 0COOCHHO XEHIIWHBI U JETH, TOABEPTAIOTCS ITOBBIIICH-
HOMY PHCKy HamaJeHHWil U CI0BeCHBIX ockopOiennii®. Kpaiine BaxHO, 94TOOBI rocy-
JapcTBa-4wIEHb 00eCIednBalM JOCTYIHOCTh MEXaHH3MOB IPUBICUCHHUS K OTBET-
CTBEHHOCTH, JIMHUH 3KCTPEHHOH CBA3M, BPEMEHHBIX MPUCTAHUII U JPYTUX HOPM I10-
MOIIH IS JIUIL ¢ allb,OMHU3MOM. MM Takxke cilenyeT paccMOTPETh BO3MOXKHOCTD YCH-
JICHUS TIOJMUIEHCKOTO NMaTPYIUPOBAHNS B MECTaX, I/l€, 10 COOOIIEHU IM, TIPOUCXOAST
HalaJeHus Ha JINI ¢ anbO0uMHu3MoM. JIlnna ¢ ansOMHN3MOM, cTaBIINE KEPTBAMHU Hapy-
LICHUH WM YIIeMJICHUH MpaB 4eloBeKa, MMEIOT MPaBo Ha JOCTYI K MPaBOCYAHIO U K
3¢ (HEeKTUBHBIM CpeACTBAM MPaBOBOI 3aIIUTHI.

KoHCTpyKTHBHOE yyacTHe M HHKJIKO3UA

66. .HI/II_Ia C aHL6HHH3MOM, KaK M BCC OCTaJIbHbIC JIOAH, UMCIOT IPABO HAa BCECTO-
POHHEE W KOHCTPYKTHUBHOC YYAaCTHUC B HNPUHATHU peH.IeHPIﬁ, 3aTparuBarOIInx HX
JKHN3Hb. FOCY,I[apCTBaM-'IHeHaM ClIeayeT ,HO6I/IBaTBC$I TOro, 4TOOBI C JunamMuy, ctpaaa-
30211870178%8 aJ'Ib6I/IHI/I3MOM, " MPCACTABIAIOIIUMHU UX OpraHU3alUuAIMU NPOBOAUINCH KOH-
CTPYKTUBHBIC KOHCYJbTAlUHW U OHW AKTUBHO YYA4CTBOBAJWU B INIAHUPOBAHHUH U OCY-
M ECCTBJICHUN JTH00BIX 3aTparuBarOIUX UX MOJUTHYCCKUX MepOHpHHTHﬁ.

67. JocTHXeHHEe y4acTHusl M MHKJIIO3UH TaKxke TpeOyeT NPUHATHUS Mep 110 obecrede-
HUIO JIOCTYITHOCTH MH(GOPMAIMOHHO-KOMMYHHKAIIMOHHBIX TEXHOJIOTHH JIJISl BCEX JINIL
¢ anbOMHU3MOM, B TOM YHUCJE U NPOXKHUBAIONIUX B OTAAJIEHHBIX paiioHax. CooTBeT-
CTBEHHO, JII00YI0 HH(OPMAIUIO, KaCAIOIIYIOCS JINI C aIbOMHU3MOM, CIIEyeT pacipo-
CTpPaHSATh C UCHOIb30BAHUEM MAKCHMAJIbHOTO KOJHMUYECTBA JOCTYMHBIX CPEICTB KOM-
MYHUKAaIMH ¥ NPENOCTaBIATh B (opMmarax, JOCTYNHBIX IS JIUIL C HAapyIIEHHUSIMH

8 Cm. OHCHR, “Attacks against people with albinism are hate crimes — UN albinism expert”,
30 March 2022.
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3pCHUA (Hanp., C Cy6TI/ITpaMI/I U B JICTKO YHUTACMbIX (bOpMaTaX), a TakKXXC Ha HUCIIOJb-
3YEMbIX 3TUMMU JIMLIaMU SA3bIKaX.

CoOop, aHaIM3 ¥ pacIpocTPaHEeHUe JAHHbBIX

68. Hanwuyme maHHBIX O JHIAX C ATHOMHU3MOM HEOOXOIWMO M pa3paboTku 3¢-
(EKTUBHOI MONUTHUKH ITOANEPKKH 3TOTO COOOMIECTBA, IIOCKOIBKY MO3BOJACT NOHATH
UX 0co0bple MOTPeOHOCTH, MPOOIEMBI U CTEIEHb NUCKPUMHHALHUH, C KOTOPOH OHHU
crankuBarTca%. KoppeKkTHbIE NaHHbBIE MO3BOSIOT JUPEKTHBHBIM OpraHaM pas3pada-
THIBATh IEJIEBBIC MEPONPUATHS, 3PPEKTUBHO pacUpeAessTh pecypcsl u pa3pabdaTsi-
BaTh MHKJIIO3WBHBIE IIPOTPaMMBI, B KOTOPBIX MPHHUMAIOTCS BO BHUMAaHUE YHHKAIb-
HBIE MOTPEOHOCTH JINL ¢ aIbOMHI3MOM. Kpome Toro, JaHHbIE TOMOTaI0T OTCIE)KUBATh
mporpecc, oleHUBATh BIUSHUE IOTUTHYSCKUX HHUIMATHUB U 110 Mepe U3MEHEeHHs 00-
CTOATEIBbCTB alanTHPoBaTh cTparerud. CoOupas, aHaITU3UPys U PacIpoCTpaHss JaH-
HBIC, IPABUTEIHCTBA MOTYT pa3pabaThIBaTh MOJUTHKY, B paMKaxX KOTOPOH HE TOJIBKO
obecreuyrBaeTcs 3alIMTa IPaB ¥ OJATOIMONYYHs JIHL ¢ aTbOMHU3MOM, HO H IIPOHCXO-
IUT GopMHpOBaHKE OOJIee HHKIIO3UBHOTO H CIIPABEAIUBOTO 00IIECTBA, YTO CIIOCO0-
CTBYET YKPEIICHUIO YYBCTBA CONPUYACTHOCTU U MPHUHIATHS Y MPEACTABUTEICH 3TOTO
€000IIeCcTBa, YaCTO OKAa3bIBAIOIIEIOCS MaPTHHAIN3UPOBAHHBIM.

HN3MeHeHHne KJIUMaTa

69. l3MmeHeHHe KIMMaTa B COYETAaHUH C Pa3pyIIEHHEM 030HOBOTO CIIOSl yCyTyomseT
BO3JIEHCTBHE yIbTPA(QUOIECTOBOTO U3ITyUCHHS Ha JUI C aIbOMHI3MOM, KOTOPBIE 0CO-
OCHHO YSA3BUMBI K 3TOMY H3-332 YyBCTBUTEJIBHOCTH MX KOXH K COJIHILY, U, COOTBET-
CTBEHHO, yBEIMYHBAET YUCIO CIIydacB 3aboieBanus pakom koxu®. Kpome Toro, B
Pa3BUBAIOIINXCS CTPaHaX, I7J€¢ HCTOYHMKOM CPEICTB K CYNICCTBOBAHMIO IJISI MHOTHX
T ¢ aJIbOMHU3MOM SIBIISIETCSI CEIBCKOE XO3SHICTBO, IEPEMEHBI B arpapHOM CEKTOpE,
BBI3BaHHBIE M3MEHEHUEM KJIMMAaTa, MOTYT BBIHYXKJATh 3THX JIHI] MPOBOIUTE OOJbIIE
BPEMEHH BHE NTOMEIICHUH, 4TOOBI 00eCcneynTh cede CpeacTBa K CYyIECTBOBAHUIO, YTO
TaKXe YBEJIINYNBAET UX MOJBEPKEHHOCTh BO3JIEHCTBHIO yIbTPAPHOIECTOBOTO H3ITyUe-
HUs. YCTpaHEHHE yIpO3bl YCHIJIEHHS COJIHEYHOTO OOJydeHHs, BHI3BAHHOTO M3MEHeE-
HUEM KJIMMara M pa3pylIeHHEeM O030HOBOTO CJOS, IS JHI] C aJlbOMHU3MOM TpedyeT
pa3pabOTKN KOMIUIEKCHOW MOJIMTHKH M CTPAaTEeruil Ha MECTHOM, HallHOHAJILHOM, pe-
THOHAJIBHOM M MEXJAYHApOJHOM YPOBHSIX C yYETOM YHHKAJIBHBEIX (DaKTOPOB yI3BHUMO-
CTH, C KOTOPBIMHU CTAJIKHBAIOTCS MPEICTaBUTEIN TOTO COOOIIECTBA B CHIIYy CBOETO

COCTOAHHA U BCICACTBUEC CTPEMUTCIIBHOTO U3MCHCHUA I(J'II/IMaTaeﬁ.

Cl'[paBeI[JII/IBoe pacnpeaejacHue JOCTHKEHUH HAY4YHOI'0 nmporpecca
H MCKAYHAPOAHOE COTPYAHHUIECCTBO

70. TIporpecc B 1epMaTONIOTHH U CMEXKHBIX 00JIACTSIX HAYKU MOXKET TTOBBICUTH Kade-
CTBO JXM3HH JUI ¢ aipO0mHN3MOM. MccnenoBanus B 06macTu AepMaTOIOTHH, IIPOBE-
JICHHBIE C YU4eTOM 0COOBIX MOTPEeOHOCTEH ITUX JIIOAeH, MPUBEIN K pa3paboTKe mepe-
JOBBIX COJTHIEC3alIIUTHBIX COCTABOB, O6eCl'Ie‘-II/IBa}OH_II/IX JIydOIyro 3a1uTy OT BPEAHOTO
yIbTPauOIETOBOTO U3IYUECHUSI, M K CO3IAHNIO CHHTETUYECKOTO BapUaHTa MeJIaHWHA,
TaK Ha3bIBAEMOTO «CyTMepMeJaHNuHAY, KOTOPBIH TP HAHECEHUH HA KOXKY B BHJIE Kpema

6 Mononuutensuyio undpopmanuio cm. 8 OHCHR, “A human rights-based approach to data:

leaving no one behind in the 2030 Agenda for Sustainable Development”, 2018.

Cwm., Hanpumep, Brian Diffey, “Climate change, ozone depletion and the impact on ultraviolet
exposure of human skin”, Physics in Medicine and Biology, vol. 49, No. 1 (January 2004).
 Marepwuai, peacTaBieHHbIH Manasu.
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YBEJIMYMBAET CKOPOCTh 3a)KHBJICHUS KOKH T10CJ]IE TPaBMbl MouTH B jaBa paza®’. Ecan
pe3yapTaThl HayYHBIX HCCIEAOBaHUN OymyT MO Mepe UX MOJIY4YeHHs pachpocTpa-
HATBCS U CTAHOBUTHCSA JOCTYNHBIMU, OHH CMOTYT BHECTH 3HAYHTENbHBIH BKIAI B
obecrieueHne GU3MYECKOTO 310POBBS JHI] C ATbOMHIU3MOM.

71. IlpumeHeHHE NOCTHXKEHUN COBPEMEHHON MEAMIIMHCKOW HayKuM oOecrednBacT
BO3MOXHOCTH ()OPMHPOBATh HHHOBAIIMOHHBIE METO/BI JiedeHUs. st TOro 4ToObl 10-
OUTHCS CIIPaBEUIMBOTO M PaBHONPABHOTO PACIPEACIICHHS BBITOJ] OT TAKOTO TEXHOJIO-
TUYECKOT0 Mporpecca, He0oOXOAMMO BECTH pabOTy Kak Ha HAaIlMOHAJIBHOM, TaK W Ha
MEXIyHapOJHOM YPOBHE.

72. VYmoBineTBOpeHHE Pa3HOOOPAa3HBIX O0COOBIX MOTPEOHOCTEH JHIl C aTbOUHU3IMOM
MO-MIPEKHEMY SIBJISICTCS OMHOM M3 CEPhE3HBIX MPOOJIEM, B MEPBYIO OYECPEaAb s pa3-
BHUBAIOIIUXCS CTPaH, paclojaralllnX OrpaHUYCHHBIM IMOTEHIIMAIOM. B TO ke Bpems,
KaK MPEJCTABICHO B HACTOSIIEM JOKIaJAe, CYNIECTBYET PsiJi MaIO3aTPaTHBIX U BBICO-
KO3 (GEKTHUBHBIX Mep, TAKUX KaK MPEJOCTaBICHUE yUYalUMCS pa3peuieHusi HOCUTh
OlleXkKAY, 3aIUUIAIONIYI0 KOXY, HJIM 0OecredeHue MUPOKOro PaclpOCTPaHEHHs HH-
dbopmanuu o npodUIAKTHKE paKa KOXKHU, pean30BaTh KOTOPhIE MO CHJIAM BCEM TOCY-
napcTtBaM-dieHaM. Takue Mepbl MOTYT OKa3aTh IMOJIOKUTEIbHOE BIUSHHEC Ha KU3Hb
nui ¢ anbouau3MoM. Kpome Toro, MexayHapoIHOE COTPYIHHYCCTBO MOTJIO OBl IPH-
HUMAaTbhb aKTUBHOC Y4aCTUC B JACATCIbHOCTHU IO OKAa3aHUIO MOAACPIKKU CTpaHaM, Mpe-
HUMYIIECTBECHHO TCM, IMOTCHIMAJI KOTOPLIX ABJIACTCA OIPaHUYCHHBIM.

BbIBOABI 1 peKOMeHIaALMH

73. PeweHnue npodsemM, ¢ KOTOPbIMH CTAJKHBAIOTCS JULA C AJIbOMHU3MOM, Tpe-
OyeT o0lIerocyiapcTBeHHbIX YyCHJIUN U padoThl Bcero o0uecrsa, a Tak:ke MOJI-
JAeP:KKH €O CTOPOHBI ME:KIYHAPOIHOTO coodmecTBa. OCHOBBIBasiCh HA MpeAJIo-
JKeHUSIX, COeP KALIUXCH B MaTepHasiax, MOJy4eHHbIX /ISl HACTOSIIIero A0KJaaa,
sl MPU3BIBAI0 TOCYIAPCTBA-YIEHBI PACCMOTPeTh PEeKOMEHIANNH B CJIEAYIOIHX
obacTsx.

74. 3ammuTa: cpopMHPOBATHL HOPMATHBHO-NIPABOBYIO 0a3y, HeJbI0 IPMMEeHEeHH s
KOTOpoii OyneT npekpalieHue NposiBJIeHUN Hacu/Ius BO Bcex ¢gopmax, BKJIOYASA
CeKCcyajbHOe HACHJINe M NMaryoHble BUAbI NPAKTHKH, TaKHe KAK KOJJIOBCTBO M
puUTyaJbHbIe HANIAIEHUS], B OTHOLIEHUH JIHII ¢ ATbONHU3MOM.

75. HauuoHajbHbIe MJIAHBI JelCTBUA M MeXaHM3Mbl KOOPAMHALMM U MOHHUTO-
puHra:

a) pa3padoTaTh KOMILUIEKCHBIE HAIIMOHAJIbHBIE IIAHbI 1eiiCTBHI B CBA3H
¢ AJBOMHM3MOM, KOTOPbIe MOMOTYT YKPeNHUTh NMPABOBYI0 1 HOPMATHBHYIO 0a3y,
NpUMMeHeHHe KOTOpPoi OyaeT cmoco0CTBOBATH UHKJIKO3UM JHIL C AJbOMHU3MOM.
Caeayer o0ecnedyuTh aKTHMBHOE yyacTHe JIHUI € AJbOMHU3MOM B [1eSITeIbHOCTH
BCeX MEXaHHM3MOB, a TaK:Ke B pa3padoTKe U peaqn3alui MPOrpamMm, NOJUTHKH U
3aKO0HOB, 3aTPATMBAIOIIMX HX HHTEPeCHI;

b) yupeauTh MeXaHHW3MbI KOOPAMHAIMA H MOHUTOPUHTA, OPHEHTHPOBAH-
Hble HAa 3ALUTY HHTEPECOB YA3BUMbIX IPYIN HACEJIEHUS, B TOM YHCJIe JHI € AJlb-
OMHH3MOM, B COOTBETCTBHH C 00513aTeJILCTBOM He 00X0AHTh HUKOT0 BHUMaHHEM,
B3AITBIM B pamkax peajausauuu [loBectku gus Ha nepuoa a0 2030 roga. B cocras
TAKHX MEXaHU3MOB CjedyeT BKJIOYATH NpeJcTaBUTe el COOTBETCTBYIOIIMX MH-
HUCTEPCTB, 4 TaK:Ke NPUBJIEKATh K YYAaCTHI0 B HUX JPyrvue COOTBeTCTBYIOLIHE

67 Robert F. Service, “Synthetic ‘super melanin’ speeds skin repair”, Science, 2 November 2023.
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cyﬁ'beKTbl, BRJIIOYasd npencTaBnTenel‘/i rpa;xaaHCKoOro OﬁmeCTBa H HAIUOHAJIb-
HBIX MPAaBO3AIIUTHBIX yqpemueﬂnifl npu HAJTUIUHA TAKOBBIX;

C) NPpUMEHAA METOA, OCHOBAHHBIH HA NPpUHIOHUIIC 3aIMUTHI NIPpaB 4€J10-
B€Ka, COﬁpaTL JAaHHBIC O JIHIAX C AJBLOMHU3MOM C meJbI0 oﬁecne'me, YTOOBI
pa3p360TKa MOJUTHKHU U pacupeacjicHue pecypcos CII0COOCTBOBAJIH peajindanumn
BCEro CIeKTpa Mx npas.

76. 3apaBooxpaHeHHe:

a) o0ecrne4uTh HAJIMYHE, ICHOBYIO U (pU3MUYECKYIO JOCTYNHOCTD, IPHEM-
JIeMOCTh M Ka4eCTBO MEeJHMIMHCKHX YCJIYT, BKJIKYAs yCIAYrH M0 OKA3aHHUIO ICH-
XHATPHYeCKOii MOMOIIH, ISl BCeX JINI ¢ a1bOMHU3MOM, 0CO0OEHHO B TOM, YTO Ka-
caeTcsl NPOPUIAKTHKY M JIeYeHHUS PaKa KOKHM M JOCTyna K odraibmMoaoruye-
CKHM yCJyram;

b) oOecmeynTh JHIAM C AJTbOHHH3MOM AOCTYH K HH(GOPMAIUU 0 HAJIe-
JKalleM yXoJe 3a KOKeil M Iia3aMH M NOOIIPSATH BeleHHEe 3J0POBOro odopasa
sku3Hn. [ocymapcTBaM-4jieHaM TaK:Ke PeKOMEHAYeTCH 00eCeYuTh J0CTYNHOCTh
MEeIUIUHCKOTO 00CTy:KHBAHUS JJIA JHUI ¢ AJLOMHN3MOM, B TOM YHCJE MOCpeN-
CTBOM BKJIIOYEHHS B CHCTEMY MEIHIIMHCKOTO0 CTPAaXOBaHHS YCJYI IO YXOay 3a
KOKeil 1 0(pTATBLMOJIOTHYECKOI MOMOIIH, a TaKKe MyTeM CyOCHINPOBAHUSA pac-
XO00B HA YCJIYI'H 0(pTaIbMOJIOTOB, MPOPMIAKTHKY U JIEUeHHE PAKa KOXKHU;

C) paccMOTpeTh BO3MOKHOCTH BJIOKEHUS CPeJACTB B 00yueHHUe epMaTo-
JIOTOB M 0()TaJIBLMOJIOTOB, YTOObI 00eCeYUTh JOCTYMHOCTh MEAMIUMHCKON Mo-
MOIIH, U €031aTh MOOMJIbHbIE KJIUHUKH JJIsl BLISIBJIEHUSI M MPOPUIAKTHKH paKa
KOKU M NpeaocTaBJIeHUs 0(PTAJIbMOJI0TNYeCcCKOil MOMOIIHU, C TeM YTOOBI obecrie-
YUTH MOBCEMECTHBIN J0CTYNl K MeIMUIUHCKUM YCJIyraM, B TOM YHcJje B OTaJ eH-
HbIX paiionax. Kpome T0ro, Heo0x01umMo o0ecneyuTh JOCTYTHOCTD YCJYT M0 OKa-
3aHUIO ICUXUATPUYECKOI MOMOIIH, 2 TAK)Ke CO31aTh CTPYKTYPbI, IPeI0CTABJISI-
I0IIHe MCUX0JOTHYECKYI0 MOAAEePKKY B 00IIMHAX M IKOJIAX;

d) oOecnmeuyuts JHI ¢ AJbOMHU3MOM CpeACTBAMH 3alIUTHI OT COJIHIA.
CoJHIe3alUTHBIE CPEACTBA JOJKHBI OBITH JOCTYNHBI MO I€HEe WIH 0eCIIATHBI.

77. OOpa3zoBaHue:

a) BHCAPUTDH 06pa30BaTeJ’lLHle MOJIUTHKY, OﬁeCHqu/lBalOl[Ile HHKJII0-
3UBHOE, TOCTYIIHOEC U KA4YC€CTBCHHOC 06pa3OBaHue AJId ydaumuxcd ¢ aJbOUHM3-
MOM, BKJIIOYast aCCUCTUBHBbIC yCTpOﬁCTBa U pasyMHBbI€C le/ICHOC06JIeHl/Iﬂ;

b) aKTHBM3HPOBATH YCUJIHS MO MPOCBENIEHUIO CPeN PoauTesieid U B 00-
IUHAX, ¢ TEM YTOOBI pa3BesiTh MUQBbI 0 T€TAX ¢ AJTHLOMHU3MOM U CIOCOOCTBOBATH
X 324YUCJIEHUIO B IIKOJIbI U MPOJOJIKEHUI0O UMU 3aHATHIA;

C)  peaju3oBaTh B HIKOJAaX §a30BbIe MePHI N0 OXPaHe 310POBbS, BKIKOYasi
HOILIEHHE O/IeK/Ibl, 3alIHIIAI0IEli OT COJTHIIA, M HAJTMYHE 3aTeHEHHBIX YYaCTKOB.
TocyrapcTBaM-ujieHaM TaK:Ke PEKOMEHAYeTCsl BBIAEJSITh CPeICcCTBAa Ha Npeno-
CTaBJIeHHE YYalIUMCSI € aJbOMHU3MOM ACCHCTHBHBIX YCTPOICTB, TAKMX KaK
COJIHIIE3AIIUTHBIE 0YKH, YBEJIUYNTEIbHbIE PUCIIOCO0JEHUsI U yUeOHbIe MaTepH-
aJbl, HaNleYaTaHHble KPyNHbIM mpudTom. HeoGxonumo pa3padorarh U MIMPOKO
PacnpoCTPaHUTh CPeIH YYHTeJell U NeAaroroB pyKoBoOJACTBO 10 OKa3aHUIO MO/I-
JAEPKKH JeTAM C aJIbOMHU3MOM.

78. TpynoycTpoiicTBO U pa3BUTHE HABBIKOB:

a) NPUHATH AHTUAUCKPUMHUHANIUOHHBIC 3aKOHbI, IPAMO 3anpemiaoniue
AUCKPUMHUHANUIO JIUIl C AJIBLOMHU3MOM H ponnTe.ﬂeﬁ HJIN ONEKYHOB aeTe ¢
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aJ1bL0MHNU3MOM NIPH TPYAOYCTpoOiicTBe H Ha pafodyeM MecTe, U 00eCIeYHTh CO0JII0-
JeHHe ITHX 32aKOHOB;

b) MNPUHATH MEPbI IO CTUMYJ/IUPOBAHUIO paﬁoTouaTeneﬁ HAaHUMATDb JUII C
aJILﬁI/IHI/l3MOM, npeaocraBjisisi UM HAJOIOBbI€ JbI'OTHI U Cyﬁcl/lﬂlfll/l;

C) H3YIUTH BO3MOKHOCTH pa3paﬁoTKn U NMMPOBEACHUSN NJIHA JUIl C aJabLou-
HU3MOM KAY€CTBCHHBIX NIPpOrpamMm HpO(i)eCCI/IOHaJII)HOFO OﬁyquI/Iﬂ, HanpaBJICH-
HBIX Ha npnoﬁpeTeHne HMMHU HABBIKOB, HeOﬁXOI[I/leIX I yCHeHIHOﬁ paﬁOTbl B
Pa3JIUYIHBIX OTPAaC/JadAX H odacTax 3aAHATOCTH;

d) co3qaBaTb U paClIMpATb AJs JUI € aJbOMHU3MOM BO3MOKHOCTH B 00-
JaCcTHu prﬂoyCTPOﬁCTBa, B TOM YHUCJIC IIYTEM Pa3BUTUH HABBIKOB BCACHUSA IPEa-
le/IHHMaTeJILCKOﬁ JACATCJIBbHOCTH.

79. MHM3MeHeHHe KJIHMMAaTa: rocyrapcrpamMm-4j€eHamMm CcCJeayeTrT y4YuMTbIBaTb, 4YTO
Juua ¢ aJIbOMHNU3MOM OCOOEHHO CHJIBHO CTpagarwT 0T UBMCHEHUA KJIuUMara, u
paccMoOTpeTb BO3MOKHOCTD NPUHATUSA ITOJIUTUKH, Hal'lpaB.]'[eHHOﬁ Ha UX 3alIUTy
OT €ro HeraTUBHBIX MOCJIEICTBUIM.

80. S Takike peKOMEHIYI0 MeKIYHAPOIHOMY CO00IIECTBY COeliCTBOBATH HAY Y-
HOMY Nporpeccy B NOAJAEP:KKY JHUI ¢ aJb0MHU3MOM U 00ecne4uBaTh COBMECTHOE
HCIO0Jb30BAHUE €0 JOCTHKEHUI U UX JOCTYNHOCTH HA PABHONPABHOW U cnpa-
BeJJIMBOIl OCHOBE.
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