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[IyskT 3 moBecTKH AHS

IMoompenne u 3a1MTa BCeX NPaB YeJIOBEKa,
rpakAaHCKUX, NOJTUTHYECKUX, IKOHOMHYECKHUX,
COIHAJBHBIX M KYJbTYPHBIX NPaB,

BKJIIOYAs IPAaBO Ha pa3BUTHE

Hoxnan He3aBHCHMMOro 3KCepTa 1Mo BONpocy
00 ocylmiecTBJIeHNH NMPaB YeJ0BEKA JIUIIAMHU
C AJILOMHU3MOM

3anmncka cekperapuara

CekperapuaT uMeeT 4ecTh npenpoBoauth COBETy IO MpaBaM dYeJOBEKa JIO-
kiag He3zaBucuMoro skcmepTa mo BOmpocy o0 OCYIIeCTBICHHUH MPaB YelOBEKa JIHIa-
MH C albOMHU3MOM, MOJATOTOBICHHBIN B COOTBETCTBUHU C pesomtonuei 28/6 Cosera.
B cBoem nmokmame He3aBHCUMEBIN SKCTIEPT aHAIU3UPYET BOMPOCHI, KacaromIuecs OcCy-
IISCTBJICHUS TpPaBa HAa HAWBBICIIMK JOCTHKUMBIA YpPOBEHB 3J0POBbBS JIHI] C aib0H-
HH3MoM. Ha ocHoBe mHpopmanuu, coOpaHHO# B pe3ynprare oOCiIeIOBaHUN, JTOKIa-
JIOB W MOCCIICHUH CTpaH, OHA aHAJTU3UPYET MHOTOACICKTHBIC MPOOIEMEBI B 00IacTH
3IpaBOOXpaHEHHs, B TOM YHCIEC MpoOIeMy WHBAIHIHOCTH, CBA3AHHOW C Aedekramu
3peHUs U OONIBIIOE YHCIIO CMEPTHHIX CIy4aeB B PE3yNbTaTe paka KOKH B OTIACITBHBIX
peruoHax, IpUMEHUMBIE HOPMBI M CTaHJAPTH MEXKIYHAPOIHOTO IIpaBa MpaB YeIOBe-
Ka, COXpaHsIomuecs MpoOIeMbl U MepeloBYI0 MPakTUKy. [Ipu 3ToM oHaA paccMmaTpH-
BaeT KOHTEKCTYallbHBIC (PaKTOPHI, a TaKKe BHENTHUE 3JIEMEHTHI, B TOM uucie (pakro-
PBI, OIpenensionue COCTOSHHE 3M0poBbi. OHa 0c000 OTMEUaeT BakHYIO paboTy,
MPOBOAMMYIO OPTaHU3AIUAMHU TPAXKIAHCKOTO 00IIecTBa, H (QOPMYIHPYET PSIA PEKo-
MEHJAIUi OTHOCUTEIBHO TOTO, YTOOBI MPABUTEIHCTBA B OOJBIIEH CTEIICHU Opau Ha
ce0s OTBETCTBEHHOCTH MPABUTEIBCTB U MPOSBISIIA HHULIUATHBY B 3TON 00JIacTH.
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I1.

BBenenue

1. Hacrosiuii goknan nmpeacrasiieH Bo ucrnonHenue pezontonuu 28/6 Coseta 1o
npaBaM 4einoBeka, B kotopoil CoBeT yupeaun mManiar HesaBucumoro sxcmepra 1o
BOIIPOCY 00 OCYILIECTBIECHHUH NPaB YEJOBEKA JUIAMHU C aJIbONHHU3MOM.

2. B pasgene II atoro mokinama He3aBUCHUMBINA 3KCIEPT HPUBOIUT 0030p MEpoO-
NpUsATHH, TpOBeNEHHBIX B mepuon ¢ mapta 2017 roma, B 4aCTHOCTH KacarolUXCs
HalaJeHUu|, HapyUIeHUI, CBSI3aHHBIX C MMpaBaMHU YEJOBEKAa, U NUCKPpHUMHHAIUU B OT-
HOlIeHUM JUI ¢ anbOuHu3MoM. B pasnmene Il ona yiaenser BHUMaHHE MpaBy JIHI[ C
anbOMHU3MOM Ha HAWBBICIIUU JTOCTHXKUMBIH ypOBEHb (PU3MYECKOTO U MCHUXHYECCKOTO
310pOBbs, B YACTHOCTHU B CBSI3M C HAPYLICHUSIMHU 3PEHUS U UX BBICOKOH MOABEPKEH-
HOCTBIO PaKy KOXHU U CBSI3AHHBIM C 3TUM 3a00JI€BaHUSIM.

HesitenbHocTh He3aBucumMoro 3xkcnepra

3. B 2017 romy HezaBucumsrii sxcmept moceTmna O0bpenmHeHHYI0 PecmyOmmky
Tanzanus (A/HRC/37/57/Add.1) ¢ 18 mo 28 mtons 2017 roga u @umxu ¢ 27 HOAOps
mo 7 nexabps 2017 roga. Jokman o moesnke B @umxu Oynet npencrasieH CoBeTy mo
npaBam 4yenoBeka B mapte 2019 roga.

4. B noxmame mo mrtoram moe3aku HesaBucumoro skcmepra B OOBEIUHEHHYIO
Pecny6onuky TaH3aHus mpencraBiieHa MoApoOHas MHGOPMANHs O MPHHATHIX NPaBH-
TEIBCTBOM U IPakJaHCKUM OOIECTBOM MEpax C LEJbI0 CYIIECTBEHHOTO COKpaIICHHS
YUcila HamaJAeHWH Ha Jul ¢ anbOmHm3MoM. Bmecte ¢ Tem HesaBucuMblli 3KcmepT
MMOJYEPKUBAET, YTO IIPOTPECC OCTAETCS KpailHE HE3HAauYMTEIbHBIM, IOCKOJIBKY B
CTpaHe COXpaHSIOTCS NMPUYUHBI, JeXKallhe B OCHOBE 3THUX HamajaeHWi. B xome cBoei
noe3nkn B @umkn He3zaBucuMeblil skcnepT cocpegorounsa cBOe BHUMAHHE Ha MPH-
HSATBIX Mepax I10 COJEHCTBHIO 00ecIeueHnIo MpaBa JIMI ¢ aTbOMHU3MOM Ha HAWBBHIC-
IIMe CTaHAapThl B 00JacTH 3/[paBOOXPAaHEHUS, C IeIbI0 OOPbOBI C NHCKpUMHUHAIUEH
n obecrieueHHsI B MOJIHON Mepe UX JocTyna K 00pa3oBaHUIO.

PernonajbHbIN IVI1aH JEHCTBUH 110 BONPOCAM AJb0OMHU3MA
B Adpuxke (2017-2021 roasr)

5. B nacTosiiee Bpems 3aBepllieHa MOATrOTOBKa PernoHanbHOTO NjiaHa ACUCTBUM
no Bonpocam aibOouHu3Ma B Adpuxe (2017-2021 rojsr), HanpaBIeHHOTO Ha Mpece-
YCHUC HaHaI[eHI/Iﬁ U CBS3aHHBIX C HUMHU HapyLHeHI/Iﬁ IpaB 4Y€JIOBC€Ka B OTHOIICHUU
naun ¢ anpounusmom (cm. A/HRC/37/57/Add.3). Dtor nnan Obu1 paspaboran Hesa-
BUCHUMBIM 3KCIEPTOM B XOJ€ KOHCYIbTAlMH ¢ mpexacTtaButensimMu Oprarusamun O05-
enqnHeHHbIX Hamuii, AQprUKaHCKOTO CO03a, MPAaBUTEILCTB, OPTAaHU3AIMUN JIUI] C allb-
OMHN3MOM M APYTUX OpraHHM3anMil TpakJaHCKoro obmecTBa. B ero ocHOBY moJoXe-
HBI PA3JIMYHBIC PEKOMCHIAAIWU MCKAYHAPOAHBIX OPraHOB W MCXaHU3MOB, U B HEM
ompeneneHsl 15 KOHKPETHBIX Mep C YCTAaHOBIEGHHBIMM CPOKaMH B KIIIOUEBHIX oOna-
CTAX, TAKUX KaK TOCyZapCTBECHHOC O6pa3OBaHI/Ie U IIOBBIILICHHUEC I/IH(I)OpMI/IpOBaHHO-
CTH, CUCTEMAaTUUYECKUH C60p JAHHBIX, M3YYCHUC KOPCHHBLIX NPHUYUH HACUIIUA, HC-
ITOJIb30BAHHE MPABOBBIX U MOJIUTHYCCKUX CPEACTB JJIA HCIOMYIICHUA Bpe}IHOﬁ nmpax-
THUKH, CBSI3aHHOW C KOJJOBCTBOM M TOPTOBJEH YacTAMH Teja, U Mephl 1o O00opnde C
0e3HaKa3aHHOCTHIO U 00eCIedeHNIO TOIIEPKKHU KEPTB.

6. PernonanbsHBIN NIaH AeWCTBHHA OBIT yTBepXkIeH A(QPHUKAHCKOW KOMHCCHEH IO
IIpaBaM 4YeJIOBEKAa M HApOJOB B XOAE €€ IIECTHIECITOH O4epegHOH CecCHH B Mae
2017 ropal. Tlomumo on00peHus nnaHa, KOMHCCHS HACTOATENLHO IPU3Baa BCE IO-
cymapcTBa — YYacTHHKH A(QPHUKAHCKOW XapTHM MpaB 4YeJIOBEKa M HAPOJOB IPHUHSITH
BCE HEOOXOAMMBIC MEpPHI ISl €€ MPHUHITUS M OCYIIECTBICHHUS M MPEANOXKUIA COOT-
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BETCTBYIOIIMM OpTraHaM W Mojapa3feieHuIM A(QpHKaHCKOTO COI03a YACIUTH IOJDKHOE
BHUMaHHE aJalTalliy U OCYIIECTBICHHIO IJIAHA.

7. B stoit cBasu HesaBucuMmsblii sxcnept cos3pana’ B Hos6pe 2017 roga peruo-
HaJbHOE coBemaHue B [IpeTopuu ¢ yyacTHeM HpeacTaBUTENEH MEeXIyHAPOIHBIX Op-
raHu3alyil ¥ IpakJaHCKOro oOmiecTBa, BKIOYas OPTaHHU3ALMH JHI ¢ aJIbOMHU3MOM,
U1 pa3pabOTKH cTpaTeruu ocymecTBieHUs [lmana. DTa cTpaTerus B HacTosIIee
BpeMs nmopabaTeiBaeTcs, U ee peanu3amusa HagHercs B 2018 roxy.

B. Bpeanas npakTuka, CBA3aHHAsl ¢ KOJI0BCTBOM

8. B npenpinymux noknanax (A/HRC/34/59 m A/71/255) He3aBUCHMBIH dKCTIEPT
mokaszajia, Kak B3aMMOCBsI3aHHbIEe (DaKTOpbI, BKIIOUYas CBSA3aHHYIO C KOJJIOBCTBOM
BpEIHYIO TMPAKTUKY, YCYT'YOJISIOT CHUTYAlMI0 C HAMaJCHUSIMH M IUCKpHUMHHALUEH B
OTHOIIEHUH JIUIL C aTbOMHU3MOM.

9. B centsa6pe 2017 ronma HeszaBucumerii sKcepT BIEpBEIE opraHu3oBana B JKe-
HEBE CEMMHAp’, TOCBANIEHHBI CHCTEMATHIECKOMY M YTIyOIEHHOMY PacCMOTPEHHIO
BOIIPOCOB KOJIIOBCTBA W IPaB 4YeJIOBEKa. B 3TOM NIBYX/IHEBHOM CEMHHApE MPHHSIIH
yuactue 3kcneptsl Opranuzanun OO0benHHEHHBIX Hanwii, mpeacTaBUTeIN HAYyYHBIX
KpYTOB M TPpa)IaHCKOTO 00IIecTBa ¢ IeNbl0 00CYIUTh BONPOCH HACHIIMS, CBSI3aHHO-
TO C TAKUMH BO33PEHUSIMH W NPAKTHUKOW, W MX MOCIEACTBHS, OCOOCHHO IS TPy
JUI, HAXOASIINXCS B YSI3BUMOM IIOJIOKEHUH, BKIIIOUAS JINI C allbOMHNU3MOM.

10. Y4acTHUKH cCEMHUHApa pacCMOTPEIH PAa3IHYHbBIC MPOSBICHUS KOJIIOBCTBA, €rO
chepy oxBaTa, TPYIHOCTH, CBSI3aHHBIC C €r0 OMpPEACICHUEM, H €ro CBI3b C BPEAHOU
MPaKTUKOH, a TAK)KE PUTYyaTbHBIMH HAMaJACHUIMHU U youiicTBamu. Kpome Toro, cBoum
ONBITOM MOJCIUIUCH JKEPTBHI CBSI3aHHON C KOJJIOBCTBOM BpEAHO¥ mpakTuku. B 3a-
BepIICHUE CEeMUHAapa OBLIM MPEACTABICHBI MPUMEPHl MEPEIOBON MPAKTHUKH, PEKO-
MEHJAIUHA W TPEIOKEHUS B OTHONICHHWH AaibHewmeil nesrempHOocTH (A/HRC/37/
57/Add.2).

C. Jlpyrue BUABI AeATEJIbHOCTH

11.  He3aBuUCHMBIH 3KCIEpPT TaKXKe MPHUHSIA y4acTHE B MHOTOYHMCIEHHBIX MyOInd-
HBIX MEPOIPUATHUAX, BKJIIOYas BBICTYIUICHUS B PA3JIUUYHBIX MECTHBIX M MEXKIYHapo JI-
HBIX CpPEeICTBaX MaccOBOW MH(pOpManuH, B X0Je KOHPEPEeHINI, KaMIIaHUH, KOHCYIIb-
Tallui U COBEILIAHUM IKCIEPTOB, UTO MO3BOJMUIO € MOBBICUTh YPOBEHb OCBEAOMIJIE H-
HOCTH CpeIy IIUPOKOH OOIIeCTBEHHOCTH, BHECTH CBOM BKJIaJ B 0OCYXJEHHE, MOJje-
JIUThCS WHPOPMAIMEH U COMEHCTBOBATh BHEIPCHHIO MEPEIOBON MPAKTUKH B OTHO-
IIEHUH OCYIIECTBICHHS IIPaB YEeIOBEKa JIUI] C AIbOMHU3MOM.

III. IIpaBo Ha 310pOBbeE JHI C AJIbOMHU3IMOM

A. Bseneunmue

12.  Jlupa ¢ anbOMHU3MOM HMEIOT NPAaBO HA HAMBBICIIHN JOCTHXXUMBIH ypOBEHB
(M3UYECKOTO U IMCUXUYECKOTO 310pOBhs 0€3 Kakoi Obl TO HH OBUIO AMCKPUMHUHALINH.
B cooTBeTcTBMM ¢ MEXIyHapOAHBIM IPAaBOM IIpaB 4eJOBEKa cojepkaHue U cdepa
oXBaTa INpaBa Ha 3J0POBbE ONPEAENSIIOTCS B COOTBETCTBHHM C MEXKIYHapOAHBIMU

CosmecTtHO ¢ YHHBepcuTteToM [Iperopun nu @onnoM «OTKPEITOE 0OMIECTBOY.
CoBmecTtHO ¢ YHuBepcutetoM Jlankactepa, MHdopmManimoHHO# ceThbio 0 BOIpocam
KOJIZIOBCTBA U MpaB yenoBeka, CrenuanbHeIM IpeacTaBuTeNeM ['eHepanbHOro cekperaps
110 BOIIPOCY O HACHJIMM B OTHOIIEHMH JAeTeil, CrenuanbHbIM JOKIaAUYUKOM 10 BOIIPOCY
0 HACUJIUU B OTHOLIEHHUH XKCHIIUH, €r0 NIPUYUHAX U nocaeacTBuaX U CrenuaibHbIM
JOKJIQJYMKOM TI0 BOIIPOCY O BHECYAECOHBIX Ka3HAX, Ka3HAX 0€3 HaleKalero cye6Horo
pa3buparenbcTBa WIM IPOU3BOIBHBIX Ka3HSIX.
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CTaHIapTaMH W CyAeOHOW MpaKTHUKOW. YUUTHIBasS HU3MCEHSIONIMHUCS XapaKTep JTHX
CTaHAApTOB, IIPABO HA 3J0POBHE JIUIl C aTbOMHU3MOM TpeOyeT KOHTEKCTyaTnu3aluu U
ydeTa BHEIIHUX (PaKTOPOB. DTO OCOOEHHO Ba)KHO B CHJIy TOTO, YTO JIUIA C ajubOu-
HHA3MOM CTAHOBATCS JKEPTBAMH MHOXXECTBEHHOW M IepeceKaromeics TUCKPUMHUHa-
¥, KOTOpas MPEMATCTBYET OCYIIECTBICHHUIO NpaBa Ha HAWBBICIIHI IOCTHXKHMBII
YPOBEHB 3I0POBBS.

13. Hacroamuii nokmnan moAroTOBIEH Ha OCHOBE NPOBEIEHHBIX UCCIEAOBAHUU U
nHQopManuu, moNydeHHOH Hes3aBHCUMBIM 3KCIepToM Omaromaps TMOCEIIeHUSIM
CTpaH, HAayYHBIM HCCIICJIOBAaHUAM W BOIPOCHUKAM, PA30CIaHHBIM TOCYZapCTBaM-
YIeHaM, OpTaHU3AIUAM, 3aHIMAIOIIUMCS JTUIIaMH C allbOMHU3MOM, B IPYTHM HETpa-
BUTENLCTBEHHBIM OpPraHU3alusIM®,

CocrosiHue aJpL0MHU3MA

14. AnpOWHHU3M — 3TO OTHOCHUTEIBHO PeAKOoe, HEMH(PEKIIMOHHOEe, HE Mepeaarolie e-
Cs TEHETUYECKUM IMyTeM COCTOSIHHE, KOTOPOE HaOIIoAaeTCs y JIoaed BO BCEM MHpE
HE3aBHCHMO OT MX 3THUYECKOW HIIM IOJOBOW MPUHAMIEIKHOCTHU. [ TOro 4ToOhI Ka-
KOe-IH00 JIUI0 OBLIO adbOMHOCOM, HOCHTEISIMH TAaKOro reHa JOJDKHBI OBITH 00a ero
ponutens. B 3TOM cimydae Opu  Kax[oW  OEPEMEHHOCTH  CYILIECTBYET
25-npoleHTHAsE BEPOSITHOCTh TOT0, YTO PeOCHOK poauTcs ¢ anbOuHu3zmomM. Ero mpu-
YUHOW SIBISETCS 3HAYUTENbHBIA NeQUIUT BHIPAOOTKH MEJIaHHWHA, B PE3Y/IbTATE YEro
HAOJFOJaeTCs YaCTUYHOE HIIM MOJIHOE OTCYTCTBUE MUTMEHTA HA YaCTH WM BCEH mo-
BEPXHOCTH KOXH, BOJIOCAX W Il1a3ax.

15. CymecTByIOT pa3audHble THIBI adb0uHN3Ma. Hanbonee mupoko pacmpocTpa-
HEHHBIM M 3aMETHBIM THUIIOM SIBIISICTCS TIa30KOKHBIM allbOMHU3M, KOTOPBIN IPOSBIA-
€TCs Ha KOKe, BOJIOCAX W INa3ax. BHyTpH 3TOTO THIA CyHIECTBYIOT Pa3ddYHbIC IO -
THUIIBI, KOTOPBIE XapaKTepU3YIOTCs Pa3IMYHON CTENEeHbI0 Ae(UIHNTA MEIaHHHOBOTO
nurmenTta’. OCHOBHBIMH MOJTHIIAMH TJIa30KOKHOTO aJbOMHM3MA SBJIAKOTCS THPO3H-
Ha30HETAaTUBHBIN aJbOMHU3M M THPO3WHA30TO3UTUBHBIN anbOnHM3M. [Ipn THpo3uHa-
30HETATUBHOM albOMHM3ME BBIPAaOOTKAa MeNaHMHA NMPAKTHYECKH MM COBCEM OTCYT-
CTBYET; €r0 MPOSBICHUSIMH YacTO SBISIOTCS OB IBET BOJIOC M HEIPO3padHash MIIN
mpo3padHas paayxHas oOosiouka rias3. [Ipm THPO3MHA30MO3UTHBHOM albOMHH3ME,
KOTOPBIH sABJIAETCS OOJee paclpoCTPAHEHHBIM MOATHIIOM, 0COOCHHO B apHUKaHCKHUX
CTpaHax, ONpeAeJIeHHbIH 00beM MeIaHWHA OPTaHW3MOM INPOU3BOAUTCS; €ro NMpHU3Ha-
KaMH SIBISIOTCS JKENTO-0eIbIi MIIM TIECOYHBIH IIBET BOJIOC M paxyXHast 000I09Ka a3
I[BeTa OT CEporo 1o cBerTio-kapero. K MeHee pacmpocTpaHeHHBIM (GopMaM anbOwu-
HU3Ma OTHOCSITCS IJIa3HOW albOMHM3M, KOTOPBIM 3aTparnBaeT TOJBKO IJla3a, U CHH-
apom I'epmanckoro-Ilynnaka, KoTopblil mpencTasisieT co00i aaTbOMHU3M B COUETAHUH
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B uncno rocynapcr-wienoB BxoasT [onnypac, Ky6a, Kyseiit n CnoBenns. MaTtepuanst
OBLIN MPEACTABICHBI CIEAYIOMKUMH OpraHU3aIUsIMHU UL ¢ anbOouHu3MoMm: CeTeBoi
acconmanueii anp6unocoB Hurepuu; MByapuiickoi accomnuanyeii mo noompeHno nmpas
JKEHIIMH-aIb0NHOCOB; Acconualyeil Mo NooupeHno npas anp0nHocoB KamepyHa;
«Konnekmn yopnayaiin», bennn; ObmiectBom ans6mHOCOB MBaH3bI, OOBeqUHEHHAS
Pecnybnuka Tanzanus; Opranusanueii iui ¢ anb6uHU3MOM Pyannsr; MHTEpHET -TOpTaioM
110 IpaBaM MHBAIUAOB B 3ananHoit Appuke, Mann; ObmecTBoM ans6mHOCOB PyaHnsI;
Coro3om JH1] ¢ aapouHn3MoM uctokoB Hua, Yranna; u @oun «Ctykn Motcay, CBa3uiieH..
HNudopmanus Obuta mojgydeHa OT HEIPaBUTEIbCTBEHHO oprann3annu «KunnManmkapo
caHckpun» («KunuCan») u 0T IpOU3BOACTBEHHOTO noapasaeneHus «Kunumanmgxapo
caHckpun», O6benuaenHas Pecnybnuka Tan3anns.

Cwm., Hanpumep, Geraldine R. McBride, “Oculocutaneous albinism: an African perspective”,
British and Irish Orthoptic Journal, vol. 11 (2014), pp. 3-8, at p. 3: «MenaHuH — 3TO
CBETO3AIIUTHBIN OEJI0K, POJIb KOTOPOTO Ha KOXKE 3aKJII0YAeTCsl B MOIVIOIICHUH
ynsrpaduoneroBoro (YO) uznydeHuss U NpeaynpekJIeHHN TOBPEXKACHUSI KOXKH; 0e3
MeJIlaHMHA KOXa B OONbIlel CTeNeHN MoABEepKEHA PUCKY COITHEUHBIX OXKOTOB U paKa KOXKHU.
Ha oTcyTcTBHE MenaHMHA yKa3bIBAIOT TPU NPU3HAKa: OJIegHast KoXKa, CBETIIBIE BOJIOCH U
OnenHast pagy>kHast 000JI0YKa I1a3, a CIEJCTBHEM [IT1a30K0KHOTO aJIbOMHU3MA] SIBISETCS
YXyZALIEHUE OCTPOTHI 3PCHUSY.
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¢ mpobiieMaMu CBEPTHIBAEMOCTH KPOBHM M BOCHAJCHUA KHIMIEYHWKA (KOJIHUTHI) U Je-
TOYHBIMU 3a00JICBAaHUSIMH.

16. IlomMuMo TOro, 4To aJbOMHHM3M B 3HAYUTEJILHOM CTENEHH CKa3bIBA€TCSA Ha
BHEIIHOCTH, OH YacTO NPHUBOAUT K ABYM MOCTOSHHBIM BPOKICHHBIM HapyHICHHSIM:
HapyIICHUIO 3peHUs (B TOHM WIIM WHOW CTEIEeHW) M BBICOKOW MOABEPKEHHOCTH IIOBD e-
KACHUIO KOXH IO BO3JIEHCTBHEM YIbTPadUOJIETOBOTO H3IYyYEHHS, B YaCTHOCTH
PHUCKY paKa KOXH.

BHeminue pakTOpbI, BJAMSIONIME HA 310POBbe

17. Jns obecmedeHus mpaBa Ha 3JA0pOBbE JHUI[ C aJlbOMHU3MOM, B YaCTHOCTH B
CBSI3M C HAPYUICHHUSIMH 3PEHUS U MOABEPKEHHOCTBIO PUCKY TOBPEXKICHUS KOXH U
paka KOXXH II0J] BO3ICHCTBHEM COJHEUHBIX Jydei, HEOOXOOUMO yUIHTHIBATh BHEIIHUE
(axTOpHI, OMpENeNIIoNINe COCTOSTHUE 300pOBhs. Hapymenus 3peHnus CBsI3aHBI C CO-
CTOSIHHEM OpPTaHW3Ma M MOTYT NMPHUBOAUTH K WHBAIHIHOCTH B 3aBHCUMOCTH OT TOTO,
KaK «OKpYKeHHEe U 00LIeCTBO pearupyroT Ha 5TH HapymeHusa»®. Kak 6bL10 IpU3HAHO
B npeambyne k KoHBeHIIUH 0 MpaBax WHBAJIWUIOB, HHBAIHIHOCTD SBISICTCS PE3YiIbT a-
TOM B3aUMOJCHCTBHUSA, KOTOPOE MPOHUCXOIUT MEXIY HMEIOIINMHU HapYIICHHS 370p 0-
BbS JTIOABMH M OTHOIICHUYECKNMHU W CPENOBBHIMH OapbhepaMU M KOTOPOE MeEMIaeT WX
MoTHOMY U 3¢ (PEeKTHBHOMY YYacCTHIO B )KH3HH 00IIECTBa HapaBHE ¢ ApyrumMu. Komu-
TETOM IO YKOHOMHYECKUM, COIHANBHBIM U KYIBTYPHBIM IpaBaM TakKXke OBLIO OTMe-
YeHO, YTO MpaBO Ha 3J0pPOBHE BKIIOYACT B CceOS IIUPOKHHA CIEKTP COLMHAIBHO-
SKOHOMUYECKHX (PAKTOPOB, CO3MAIOMINX YCIOBUS, NMPH KOTOPHIX JIOIH MOTYT XHUTh
310pOBOH XKU3HBIO. OHU OXBATHIBAIOT OCHOBOIOJIATAIONINE TPEATOCHLIIKA AJIS 310p O-
BB, TaKHE KaK MHUINA W PEKUM MUTAHUSA, KHUIHIIE, JOCTYI K 0€30IMacHONW MUTHEBOM
BOJIC U aJieKBATHBIM CAaHUTAPHEIM yCIOBHUSAM, 0€30MMacHBIC W 3JOPOBBIC YCIOBHS TP Y-
Ja M 370poBas okpyxkaromas cpena’. Hanmpumep, uccienoBaHue, OpOBEJEHHOE B 11a-
KUCTAHCKOM IJIEMEHH OXaTTH, B KOTOPOM MPUMEPHO 5% ero 4JIeHOB SIBISIOTCS alb-
OMHOCAMU, IMOKa3alio, UYTO «OOJBIIHHCTBO U3 HUX SABJISIOTCS OCAHBIMH B SKOHOMHY e-
CKOM OTHOIICHHH W HE MOTYT ceOe MO3BOJIUTH MPUOOpECTH HEOOXOIMMBIC IS HUX
COJIHILIE3AIUTHBIE CPEACTBA U OAEKAY»S. AHanoruyHpIM 00pas3om, B Hurepuu k uuc-
Ty MPEMSATCTBUU AN yXOJa 3a Tlla3aMH, ¢ KOTOPBIMH CTAJKHBAIOTCS JIMIA C adb0u-
HHU3MOM, OTHOCSATCA ciabas WHOOPMUPOBAHHOCTh, HEXBATKAa TaKUX YCIYT IO YXO.Y,
HexXBaTKa (UHAHCOBBIX CPEACTB W OTPaHHYCHHAS JOCTYHHOCTh, B YaCTHOCTH B IJIaHE
TpaHCIOpPTa IO MPUINHE HEPAaBHOMEPHOTO TEPPUTOPHUATBLHOTO paclpeaeleHus] TaKUX
yeayr®.

18. IlomMuMO COLMAIBHO-3KOHOMHYECKHX M 3KOJIOTHYECKHX (aKTOpOB Ha OCy-
IIECTBJICHNE TPaBa Ha 3/10POBLE JIUI[ C AILOMHIU3MOM B 3HAYUTEJILHON CTEIIEHU U 4Ya-
CTO HETaTHBHO BJIMSET LEJBIH P IPYTUX BHEIIHHUX (AKTOPOB. DTH (AaKTOPHI BKIFO-
4aloT B ce0st MU(BI, TUCKPUMHUHANMIO W CTUTMATH3alHIO, PacHpOCTpaHEHHE U 3a-
KpeIUIeHUEe KOTOPHIX 3a4acTyl0 MNPOUCXOIUT YePe3 HapOAHYIO KYJIbTYpPY, B TOM YHCIIE
(dospKIOp, CpencTBa MacCOBOW MHpOpMANUU W KMHO(DHUIBMBI, U 3TO ycyryousercs
MTOBCEMECTHBIM OTCYTCTBHEM OCBEJOMIIEHHOCTH 00 anbOMHU3ME, B TOM YHCIIE Cpeln
MEIUIMHCKUX paboTHUKOB. JII060e paccMOTpeHHEe TaKUX BHEIIHHUX (aKTOpOB TpeOy-
€T «IepeoprueHTalNH NpH padboTe ¢ aTbOMHU3MOM C YHCTO MEIUIIMHCKOTO MOAX0Ja K

Theresia Degener, “Disability in a human rights context”, Laws, vol. 5, No. 3 (2016).

Cwm. 3amedanne obmiero mopsigka Ne 14 (2000) o mpaBe Ha HAaUBBICIINHN JTOCTHKUMBII
YPOBEHB 3/10POBbsI, IYHKT 4.

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 (2009).

N.N. Udeh and others, “Oculocutaneous albinism: identifying and overcoming barriers to
vision care in a Nigerian population”, Journal of Community Health, vol. 39, No. 3 (2014),
pp. 508-513.
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PACCMOTPEHHUIO ITOTO ABICHHUS B KAUECTBE COLMATBHOMN MPOOIEMEI, TpeOyIomeil KoM-
mIekcHoro moaxomatoy.

19. B crtpanax A¢puku k rory ot Caxapsl HMeeTCs MHOXKECTBO TOKYMEHTAJIbHBIX
MOATBEPKACHUHA TOTO, YTO MH(MBI U JIOKHBIEC IPEACTABICHHUS O JINIAX C aJlbOMHHU3MOM
OPUBOAMIN K CBS3aHHOW C KOJJZOBCTBOM BpPEIHOH MpPaKTHKE, KOTJAa HCIIOJNb3YIOTCS
YacTH HMX TeJa, IOJIydeHHBIC B Pe3yNbTaTe )KECTOKUX HamaJeHUIl M HaHECCHUS yBe-
unii'’, B 3TOM pernoHe Ha 310pOBbE JHII C aTbOMHA3MOM 3HAYMTEIHHOE TICHXOJIOT U~
YecKoe BO3JECHCTBUE OKa3bIBaeT CTUTMATH3ALMA U CTPAX IMOABEPrHYTHCA HANAICHHIO.
Hampumep, B O0venunenHoit PecrniyOnuke Tanzanus nuia ¢ anbOMHU3MOM — SIBIS-
IOIIMecs MW HE SBISAIONINECS KEPTBAMH — YacTO HCIBITHIBAIOT BBICOKYIO CTENEHb
TPEBOTH, B TOM YHUCJIE CBEPXHACTOPOXKEHHOCTbD, UTO YACTO SABJIAETCA peakuuel Ha Io-
BCEMECTHEBIH cTpax B JI000#H 00CTaHOBKE.

20.  Kpowme Toro, coobmaercs, 4To JHI] ¢ albOMHN3MOM — 0COOSHHO IPH HATHINHU
SBHOT'O BHELIHEr0 KOHTPAcTa MEXAY HUMH M OCTAJIbHBIM HACEJICHHUEM — OTBEPraroT U
n30erarT B MX OOIIMHAX HIM MCKIIOYAIOT M3 HUX MO NMPUYHHE CBA3AHHBIX C ajJbOH-
HU3MOM MH(OB M COOTBETCTBYIOIIEH CTUTMATH3ALMH.

21.  CymiecTBeHHBIM (aKTOPOM pHCKa Takxke siBiasercs kaumar. OcoOyio yrposy
JUTSL UL C albOMHHU3MOM MPEACTABISIOT PETHOHBI C BBICOKMM YPOBHEM COJTHEYHOU
panmanuu, Takne kak Caxeib, SKBaTOPUAIbHBIE CTPAHBI, I0XKHASA 4acTh THXOTO OKea-
Ha u IOxHag Amepuka.

MexayHapoaHasi HOPMATHBHO-TPABOBasi 0CHOBA

22. Cratbs 12 MexayHapogHOTO MakTa 00 SKOHOMHYECKHUX, COMUATBHBIX M Ky b-
TYpPHBIX IIpaBax MpeIycMaTpHUBaceT MPaBO Ka)KJOTO YEJIOBEKA Ha HAWBBICIIHHA JOCTH-
KUMBIH YPOBEHB 3J0POBBS. DTO MPAaBO TAKKE MOATBEPKIAeTCs KOHKPETHBIMH ITOJIO-
KEHUSAMHU IPYrUX MEXIYHAPOAHBIX'? M perMoHaNbHEIX™ JOKYMEHTOB 110 HpaBaM 4de-
JIOBEKA.

IIpaBo Ha 310poBbE

23. B cOOTBETCTBUM € 3TOH CTaThbel rocymapcTBa-ydyaCTHHKM HPUHUMAIOT BCE
HaJUIe)Xanue Mephl s o0ecredeH s JOCTyIa JIUI ¢ allbONHN3MOM K yYUTHIBAIOIIUM
TeH/IEpHYIO crenuuKy yciayraM B cepe 3ApaBOOXpaHEHHs, B TOM 4YHcIie K peabu-
JUTALHMHA MO0 COCTOSHUIO 3/I0pOBBs. B 4acTHOCTH, rocynapcTBa-y4acTHUKH IOJKHBI
MIPEAOCTABISATh MEAUIIMHCKHE YCIYTH C Y4€TOM COCTOSHHMS JIMIl ¢ aJbOMHU3MOM H
obecrnieunBaTh, YTOOBI TaKHe YCIYTHM HPENOCTABISINCH KaK MOXHO OJM)Ke K MecCT-
HBIM OOIIMHAaM, B KOTOPBIX IPOXHWBAIOT TakWe juma. Kpome Toro, rocymapcrsa-
YYaCTHUKH IOJKHBI TPeOOBATH OT MEAMIMHCKUX PaOOTHUKOB NPEJOCTABICHUS IS
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R.J. Gaigher, P.M. Lund and E. Makuya, “A sociological study of children with albinism at
a special school in the Limpopo province”, Curationis (2002).

A/HRC/34/59.

[IpaBo Ha 340pOBBE TAaK)Ke MPU3HAETCA B CIEAYIOMINX MEXIYHApOIHO -IIPAaBOBBIX
JOKyMeHTax: MeXIyHapogHOIl KOHBEHIIMH O JTUKBUAIMH BCeX GOPM pacoBoi
IUCKPUMHUHAINHA, cTaThs 5 €) iv); KoHBeHInu o ukBHAanuy Bcex GopM AUCKPUMHUHAIINU B
oTHomIeHnM xeHImuH, crarbu 11 (1) f), 12 u 14 (2) b); KonBeHnuu o npaBax peOeHKa,
craths 24; MexIyHapoaHONH KOHBEHIIMH O 3al[UTE MPaB BCEX TPYASIIUXCA-MUTPAHTOB U
YJIEHOB UX ceMel, ctatbu 28, 43 e) u 45 c¢); u KouBeHIMM 0 npaBax MHBAJIUIOB, CTaThs 25.
[TpaBo Ha 310POBBE TAKKE MPU3HACTCS B HECKOJIBKHUX PErMOHANBHBIX JOKYMEHTaX, TAKUX
Kak A¢puKaHCKas XapTHUs NIPaB dYeIoBeKa U HapoJoB, JlOTTOTHUTEIBHBIH TPOTOKOI K
AMepHKaHCKOI KOHBEHIINH O IPaBax 4eI0BeKa, KaCAIOIMINIICS SKOHOMHUIECKNX, COI[UATBHBIX
1 KyNbTYpHBIX IIpaB, H3BeCTHEIHM kak Can-CanbBagopckuit mporokoi (1988 rox), u
EBpomneiickas counanpHas xapTtus (1961 roa, nepecmorpera B 1996 rony). I[lonoxenus,
CBsSI3aHHBIE C OXPAHOH 340POBbsI, TAKHE KaK IIPABO Ha KU3HB, 3aNPELIEHHUE NMBITOK U APYTHUX
KECTOKHX, 0€CUETOBEUHBIX MIIH YHIDKAIOIIUX JTOCTOMHCTBO BUAOB OOpaIleHUsl U HaKa3aHus,
a TaKXXe IpaBO Ha CEMEIHYI0 U 9acCTHYIO KU3Hb, TAaKXKE CONEPkKATCS B AMEpHUKaHCKOI
KOHBEHIINH 0 MpaBax denoBeka (1969 rox) u KonBennuu o 3ammure npas dyesoBeka U
OCHOBHBIX cB0OOJ (1950 rox).



A/HRC/37/57

1 € anb0MHU3MOM YCIyr Takoro X€, Kak U JJId APpYyrux Jul, Kad€CTBa, 3anpeuiarb
I[I/ICKpI/IMI/IHaLII/IOHHHﬁ OTKa3 B NPEAOCTABJICHUU MEAUIMNHCKUX YCIYyr JUIaM C ajlb-
6I/IHI/13MOM; 1 HE OOIMYyCKAaTh NUCKPUMHWHAIIMOHHOI'O OTKa3a B MEAWUIIMHCKOM JICHCHUHN
WX MEAUIOUHCKUX yCIyrax 1mo npuiInHe NHBAJIUIHOCTH WJIN IIBETA KOXKU.

24. TlpaBo Ha 3M0pPOBBE TaKXKe BKIIOYAET B ceOS YETHIpE B3aMMOCBSI3aHHBIX JIIe-
MEHTa: HaJU4He, JOCTYIHOCTb, IPUEMIIEMOCTh U KadecTBo. Kpome Toro, oHO mpeny-
cMaTpuBaeT o0ecledeHne A0CTyna K aJleKBaTHOM CHCTEeMe OXpaHBl 310pOBbS, IPaBO
Ha JOCTYH K OCHOBHBIM JIEKapCTBaM, IIPOCBELICHHE M MHGOPMHPOBAHHE IO BOIPO-
caM 3[0pOBBS M Y4acTHE 3aMHTEPECOBAHHBIX JIML B NPUHATHH PEIICHUI IO CBA3aH-
HBIM CO 3J0pOBbeM Bompocam™,

IIpaBa uHBaJIUI0B

25. B CBA3M ¢ OTCYTCTBHEM JA0CTaTOYHOTO KOJMYECTBA MEJaHMHA B INla3aX M Ha
KO€, YTO MPUBOJMT K MOBBINIEHHOH YyBCTBUTEILHOCTH K APKOMY CBETY, HapyLICH H-
AM 3PEHMS, TOABEPKEHHOCTH PHCKY PaKa KOKHM M BOSHMKHOBEHHIO PA3IMUHBIX CBS-
3aHHBIX C 3TUM 6apbepoB B 00LIECTBE, JULA C aTbLOMHA3MOM BIpPAaBE PacCUUTHIBATH
Ha Te Xe MpaBa ¥ CTaHAaPThl, KOTOPHIMH MOJb3YIOTCA HHBANUAbl. Heo6X0numMo mo -
TBEPIUTh, YTO NpaBa YeJOBeKa ABJIAKOTCA HEOTHEMIEMBIMHU, HE3ABUCHMO OT COCTOS-
HUS 3/0pPOBbS WIN HHBAJIUAHOCTH. B cooTBeTcTBMU ¢ KoHBeHIMel o mpaBax MHBa-
JUJ0B TOCYIapCTBa 0053aHbl 06eCeUHBaTh PasyMHOE NPUCTIOCOOIEHHE B LEAX 10-
CTHXeHHs (aKTHUECKOTO paBeHCTBAa MHBanua0B™. B KoHBeHUMH Takxke NpHU3HAETCS
NpaBo Ha HAWBBICIIMH JOCTHXHMBIH ypPOBEHb 3/0pOBbA 0€3 AMCKPUMHHAILMH TI0
HpHU3HAKY MHBAIMIHOCTH®,

PaBeHCTBO U HEAUCKPUMUHALMSA

26. Jluma ¢ anbOMHM3MOM TaK)Ke CTAJIKHUBAIOTCS C NHUCKPUMHUHALHCH MO MPHU3HAKY
[BeTa KOXH, YTO CO3JAaeT CEpPbE3HbIC NMPEMATCTBHS I OCYIICCTBICHHUS IpaBa Ha
310poBbe. B 3T0it cBsa3u KomuTeT mo MUKBUAAIMHA PACOBON MUCKPUMHUHAIIMH IPU3HA-
€T, 9TO JIUIA C aTbOMHU3MOM CTPAJaIOT OT PacOBOM MUCKPUMHHAIINH, & IMEHHO JIH C-
KpPUMHUHAIINY 10 MPU3HAKY I[BETa KOKH, OJJHOMY W3 3alpeleHHBIX IMPU3HAKOB paco-
BOW AUCKPUMUHAIINHU, TEPEUYHCICHHEIX B cTaTbe | MexIyHapoIHOW KOHBEHIIUH O
JMKBUJALUY BceX GOpM pacoBoii guckpumunanuu’’.

27.  JIucKkpMMHHAIMS 110 NMPU3HAKY LBETa KOKHM B OTHOIIECHHH JIUI C albOMHU3MOM
MPOSBISIETCS B pa3audHbIX (popmax. K nx dmcimy oTHOCATCS BpeAHbIC BUIBI MPAKTH-
ku'®, a Takkxe QU3MUECKHE HANaJEHUs W HAHECEHUE YBEUMH, MOTUBUPOBAHHBIE CBS-
3aHHBIMH C KOJIJOBCTBOM BEPOBAHMSIMHU M OOBIYAsSMHM, YTO 4acTO MPHUBOJIUT K rUOenn
monei, o ueM coobmanock B 28 ctpanax Adpuku kx rory ot Caxapsl. B aToMm pernone
MTOBCEMECTHO PacIpOCTpaHEeHBl Bepa B KOJJOBCTBO M, B YAaCTHOCTH, JBOIMCTBEHHOE
OTHOIIEHHE K IMpPaKTHKE 3HaXapeH-KOJIYHOB M TPaJULIHOHHON MEIMIMHCKOW Mpak-

Tuke®.

28. B aroii cBA3M B MexaAyHApOJHON KOHBEHIIMHU O JUKBUIAMHN BCEX QOpM paco-
BOW JUCKPUMHUHAIIMH U3JI0XKEHEI 0053aTeIbCTBA TOCYIapCTB-YUYaCTHUKOB 3alPETUTH U
JUKBHINPOBATH PACOBYIO JUCKPUMHUHAIIUIO BO BCEX e¢ popMax M 0OCCHEUUTh MpaBa
KaXJIOTO YeJOBeKa, 0e3 pa3luyus MO MPHU3HAKY PacChl, [BETa KOXHU, HAITHOHAIHLHOTO
WM 3THUYECKOTO MPOUCXOXKJAEHHUS, Ha 3ApPaBOOXpPaHEHHE, MEIMUIIMHCKYI0 MOMOIIb,
conuanpHoe obecredyeHue U conuanbHoe obcnyxusanne®. Takum o6paszom, cornac-

14 Komutet mo OKOHOMHYECKHUM, CONUAJIBHBIM U KYJIBTYPHBIM IIpaBaM, 3aM€YaHUC 06mer0

nopsiaka Ne 14.

Crarsu 2 u 5.

¥ Crares 25.

Y Cm. CERD/C/ZAF/CO/4-8, myukThr 20-21.

8 CosmectHble 06wIas pexomennanus Ne 31 Komurera mo TUKBHAAIIMHA AUCKPUMHHALIMI
B OTHOIIEHUH KeHUIMH/3aMeuanue obuiero nopsaka Ne 18 Komurera no npasam pebenka
(2014 rona), xacarommuecs: BpeIHbIX BUIOB MPaKTHKU.

1% Cm. A/HRC/34/59, myukr 56.

Crarbs 5.
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IV.

Ho KoHBeHIMH, nHIa, NOCTpaJaBIIke OT PAaCOBOM TUCKPUMHHALKMHU, B TOM YHUCIIE JIHU-
na ¢ ajdbOMHU3MOM, MMEIOT NPaBO Ha IPUMEHEHHE TOCYIapCTBAMH-y4aCTHHUKAMU
0c0OBIX Mep JI0 TeX HOP, I0Ka He OyeT rapaHTHPOBaHO (GaKTHUYECKOE PABEHCTBO 2.

IlepexpecTHast M MHOKeCTBEHHAsl AUCKPUMHHALMS

29. Jluna ¢ anpbOMHU3MOM NOJBEPraloTCs NUCKPUMHHAIMH IO MEPECEKAIOMUMCS
MpU3HAKaM, B OCHOBHOM II0 NMPHU3HAKy MHBAIHIHOCTU M IBeTa Koxu. CormacHo co-
OOIIEHNAM U HENMOCPEICTBEHHBIM HAONIONEHHAM, OUCKPUMHHALMS IO IBETY KOXH
yCyTyOIsieT MOoCIeACTBUS HHBATUAHOCTH, OCOOEHHO B TEX CIydasx, KOTJa CyIIEeCTBY-
€T 3HAUYMUTEIbHBI BHEIIHUH IIBETOBOW KOHTPACT MEXIYy JHUIAMHU C aJlbOMHH3MOM H
npeobiamgaromum HaceneHueM. Kak ormeuana I[latpunus JIyHn, B ctpaHax AQpUKH K
fory or Caxapsl, HampuMmep, «3Ta BHEIIHOCTh CTOJb PAa3UTEIBHO OTIMYACTCS OT
BHEIIHOCTH YJIE€HOB CEMBbH M BCETO YEPHOKOKETO HACEIECHHS C OOBIYHBIM MUTMEHTOM,
YTO 3TO NMPUBOAUT K BOSHUKHOBEHHIO y 3aTPAarnuBaeMbIX JIHI[ MPOOIEM C UX BOCIPH s-
THEM OOIIECTBOM M CONMATBHON HHTETpanuen »?,

30. VHpIMH cmoBaMH, AMCKPUMHUHALMIO B OTHOUICHUH JIUI[ C aIbOMHU3MOM clleqy-
€T paccMaTpHUBaTh KaK 0COOYIO CHTYaIlMIO, BBI3BAHHYIO COYETaHHEM O0OMX MpH3Ha-
KOB — MHBAJIMAHOCTH M I[BeTa K0XXH. KpoMe TOro, MHOXKECTBEHHAs AMCKPUMHUHAIUSA
3aTparuBaeT OTACIbHBIC MOATPYIIBI W OTIEIbHBIX JIOAEH cpenu JUIl ¢ aabOWHU3-
MoM. Hampumep, nuna ¢ anbOMHH3MOM W3 YHCIA JKEHIIUH WIH WHOHUIUPOBAHHBIX
BUY/CIIN]] cTankupaloTcs ¢ yCUIEHHOH auckpuMuHanueii?,

31. Takum oOpa3oM, MOHMMaHHE IPOOJIIEM M ONpPEACICHHE NEPCIEKTUBHBIX MpaK-
THYECKUX Mep IUIs oOecrledeHns mpasa JIUI ¢ aJbOMHU3MOM Ha HAaWBBICHINI JOCTH-
XKHUMBIH YpOBEHb (PU3MUECKOTO U MCUXUIECKOTO 340POBBS TPEOYIOT BCEOOBEMITIONIE-
ro nmoaxonxa. Takoi MOAXOA OJKEH TakKe YYHUTHIBATh KOHTEKCTyaJdbHBIC W BHEIIHHE
(haKTOpHI, KOTOPHIC JEXKAT B OCHOBE KOHKPETHBIX CUTYallMi Ha NMEpECeUYCHNH IpHU3Ha-
KOB MHBAJIMAHOCTH W IIBETa KOXH, MPOSBISIONINXCS B Pa3IMYHON CTEICHU B 3aBUCH-
MOCTH OT KOHKPETHBIX yCIOBHH.

Bonpocsl u npodaemMbl

32. HawubGonee HacyuiHo# mnpoOiieMoll B 00NacTH 31paBOOXPaHEHHs, C KOTOPOH
CTaJIKMBAIOTCA JUIA C aJlbOMHU3MOM, SBIISAETCS PaK KOXKH. DTOT (aKT ObLI HATISAIHO
BBISIBJIEH Ha OCHOBE psiJja MCCIENOBAaHUW M KOHCYJIbTAlMH C OpPTaHHM3ALUSIMH T'pax-
JAHCKOTO 001lecTBa, B YACTHOCTH OpPraHU3alMsIMHU, 3aHUMAIOIIMMHUCS JIMLAMH C aJlb-
OuHM3MOM. JIpyruMHu HEOTIOKHBIMH IpoOiieMaMu B 00JacCTH 3JpaBOOXPAHEHHUS, 110-
MHMO paka KOXH, SIBJISIIOTCSl HAPYUICHUS! 3PEHHsI M MPOOIEMbl IICUXHUYECKOTO 310p O-
BbsI.

33. Jluma ¢ aapOMHHU3MOM TaK)Ke CTAJKHUBAIOTCS C APYTUMH MEIULIMHCKUMU NPO-
O6memMaMmu, He CBSI3aHHBIMH C aJIbOMHHU3MOM. B HMX 9mciIo BXOAAT 0o0Imee COCTOSHHE
310pOBbs U 3a00JeBaHUSA, KOTOPHIM OHU CTAHOBATCS OoJjiee MOJABEPKEHHBIMH B pe-
3ynbTaTe HUIIETHl M YK€ CYIIECTBYIOIIEH NHCKPUMHHAILMM, a TaKXe OTCYTCTBHE
JOJDKHOTO BHUMaHUA NpoOiieMe anbOMHH3Ma B CHCTEME 3/PaBOOXPAHEHHS M COIIH-
anpHOrO obecmedeHus B menoM. OpraHW3amuy JHUI] ¢ aJbOMHU3MOM COOOIIANTH O
KOHKPETHBIX Mpo0ieMax, CBI3aHHBIX CO 3[0POBBEM, TaKHX KaK HeJOeIaHHe U o0e3-
BOXMBaHUE, TPONUYECKHE 3a00JIeBaHUsI, HAIPUMEp Masipus W OpromrHoN Tu(, WH-
¢exunonnsie 3aboneBanus, BUU/CIIN], xonepa u XpoHHYECKHE HEMH(PEKIIHOHHBIC
3a0oneBaHus.
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O6mas pexomenaanus Ne 32 (2009) o 3HaueHnH U chepe MpUMEHEHHUS 0COOBIX Mep

B KouBeH1Mu.

P.M. Lund, “Oculocutaneous albinism in southern Africa: population structure, health

and genetic care”, Annals of Human Biology, vol. 32, No. 2 (2005), pp. 168-173,

at pp. 168—-169.

Marepuainsl, npencrabicHHble FByapuiickoil accounanueil o moompeHHio mpas KEHIIHH-
anb0NHOCOB.
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34. B macTosmiee BpeMsl MpaBO HA HAWUBBICIIUHA JTOCTHXKHMBIH YPOBEHBb MCUXUYE-
CKOTO U (PU3UIECKOTO 3AOPOBBS JIHI] C aIbLOMHU3MOM eIle AaJeKO OT peaIbHOTO OCY-
mecTBieHnd. Kak cinencteue, mpoOiIeMsl 3[paBOOXpAaHEHUS U MEepeCceKalonascs Juc-
KpPUMHHAIMSA B KOHTEKCTE BHEITHUX (PaKTOPOB OKA3BIBAIOT BIUSHUE HA OCYIICCTBIIC-
HHE [pPyTHX IpaB UYEIOBEKa, TaKWX KaK MPaBO Ha XU3Hb W CONHAIBHO-3KOHOMH-
YeCcKHe Mpasa.

Bo3sxeiicTBue npo0JjeM B 00J1aCTH 31PABOOXPAHEHU s HA PaBO
Ha KU3Hb

35. HaubGounee cepre3Hoil mpobnemoi B o0iacTu 34paBOOXpaHeHus, KOTOpas Hera-
THBHO CKa3bIBaeTCs Ha OCYLISCTBICHHUU NpaBa Ha JKU3Hb JIMI C aJlbOMHU3MOM, SIBJISI-
eTcsl MOJBEP)KEHHOCTh paKky koxu. Kpome Toro, B yCI0BUSIX IIHPOKOTO PacHpocTpa-
HCHHA CBA3AHHBIX C KOJAOBCTBOM JIOXHBIX HpC}lCTaBHeHI/Iﬁ u BpeZ[HOﬁ IMpaKTUKH
AUCKpUMHUHAIUA U CTUTMATU3aluA IO MPU3HAKY OBCTAa KOXHU BCAYT K COBCPUICHHIO
NPECTYIUIEHUM, HENOCPEACTBEHHO YIPOKAOLIIUX KU3HU.

Boicokasi YA3BUMOCTDb K PAKy KOKH

36. Kak ykas3plBalioch B psAle OOKJIaI0OB, OOJBIIMHCTBO JIHI[ C aJlbOMHHU3MOM B
crpanax A¢dpuku k tory or Caxapbl yMUpaIOT OT paka KoXu B Bo3pacte oT 30 1o
40 net®. B orHomenun O6benuHeHHo# Pecny6nuku TanzaHus, KoTopas sBiseTCs
IJIaBHBIM OeHedHIIMapoM MHOTOYMCICHHBIX MEPONPHUSITUH B 3TOH 00JacTH, B CBA3U C
YeM Ha Hee MPUXOAMTCS 3HAYUTEIbHBIA 00BbEM JaHHBIX IO 3TOMY BOIPOCY, cooOIa-
JIOCh, YTO Y MOJIOBUHBI JIMII C aJIbOMHU3MOM Pa30BBETCA paK KOXH Ha IMPOABUHYTOM
craauu B Bo3pacte oT 20 no 30 et u uto MeHnee 2% nereii-anpOnHOCOB B TaH3aHUU
noxuBaoT A0 40 net»®. B NpPEeABIAYIIEM HUCCICIOBAHUM TAaKXKE YKa3bIBAJIOCh, YTO
«XPOHHYECKHE IOBPEKICHUS KOXKHM OBIIIM 00HAPYKEHBI Y BCEX JIUI| C aJIbONHU3MOM B
12-MecsaunOM Bo3pacTe»®. B 3THX yCJIOBUSAX MEPCNEKTHBA OMPAHMYEHHOTO MITH MOJI-
HOTO OTCYTCTBHS JOCTyHa K NpOQHIaKTUKE U JICYEHUIO paKa KOKM HEH30€KHO MpH-
BEAECT K IPEKIEBPEMEHHON, XOTI U NPEJOTBPATUMOM, CMEPTH, U BCE 3TO HECMOTPS
Ha TO, YTO YA3BHUMOCTDH JIHII C anbOMHU3MOM K PaKy KOXHU U APYTrUM HOBPCKIACHUAM
KOXKM TOJ| BO3JI€HICTBUEM COJIHEUHBIX JIyded M3BECTHA IO MEHbIIEH Mepe yKe MOoJ-
cTonetHs?’. DTOT PUCK yCyrybnseTcs B paifOHAX CONHEUHOTo KIUMaTa ONMXe K 3KBa-
TOPY, OJTHAKO OH MO-MIPEKHEMY MPEACTaBIsieT co00il MOCTOSHHBIA U YHUBEPCATbHBIN
PHCK JUIs BCeX NIl ¢ albOuHu3MoM Bo BceM mupe. Ha Kybe, roe nuna ¢ ansOuHM3-
MOM HMMEIOT OECIUIaTHBIH IOCTYIN K CHCTeME 3JpaBOOXPaHEHHs, COOOIIaeTcs 0 He-
3HAYUTENHFHOM YHCIIE CIydaeB PaKa KoK=,

37. B OemHBIX CTpaHaX «COJHIE3AI[UTHBIE CPEACTBA SIBISIOTCSA HEIOCTYITHBIMH U3-
3a CBOEH JOPOTrOBM3HBI, B pE3ylbTaTe 4Ero akIEHT JENaeTcs Ha IMpefoTBpalleHUe
HaXOXJIEHHUs OJ] COJHIIEM U 3aLIMTY C PaHHEro Bo3pacta”. B mKkonax B COJHEYHOM
KIuMaTe MpeObIBaHME Ha COJHIIE MOXET OTIMYAaThCA Y Malb4MKOB W JI€BOYEK, IO-
CKOJIBKY OHHU KaK IPaBWJIO MO-Pa3HOMY NPOBOAAT JOCYT M HOCAT PasHYI0 OAEXKIY.
HByapuiickas acconuanus MO MOOLIPEHHUIO MpaB XKEHIIWH-aJIbOMHOCOB COOOIIAET,
YTO JKCHIIUHBI MOT'YT OBITH B OOJIBIIEH CTENEeHU MOIBEP>KEHBI COJHEYHOMY OoOmyde-
HUIO 11O TIPUYHHE OJI€XK]IbI, KOTOPYI0 OHU HOCST, M CBOCH NMOBCEJHEBHON AeATEIbHO-
CTH, B TOM YHCJIE 110 YXOIy 3a AeThMH. B cBOeM HCCIeq0OBaHNH, OCBIIMIEHHOM JETAM
¢ aTpOMHU3MOM B crienuaiu3upoBaHHoi mkoine B KOxHolt Adpuke, [Tatpunms Jynn
n JLxynusa Teiaop oTMETHIIN, YTO MAJbUUKU UTParoT B GpyTOOI Ha OTKPBHITOM BO3NIY-

24
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26

27

Marepuainsl, npencraBicHHble « KOHHEKIIH yopaayaiia» u Cor30M JHI C albOMHU3MOM
ucroxko Hua.

Geraldine R. McBride, “Oculocutaneous albinism: an African perspective”, p. 11.
Patricia M. Lund and Julie S. Taylor, “Lack of adequate sun protection for children with
oculocutaneous albinism in South Africa”, BMC Public Health, vol. 8 (2008).

A.N. Okoro, “Albinism in Nigeria. A clinical and social study”, British Journal of
Dermatology, vol. 93, No. 5 (1975), pp. 485-492.

Marepuansl, npencrasieHusie Ky6oi.

P.M. Lund, “Oculocutaneous albinism in southern Africa”.
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X€, a JEBOYKM MPEANOYUTAIOT BUIBI JEATCIBHOCTH B 3aTEHEHHBIX MecTax. B »Toi
CBSI3M NTaHHBIC, cCOOpaHHBIE €AUHCTBEHHBIM MHCTHUTYTOM IO BompocaM paka B OO0b-
ennHeHHOW PecnyOnuke TaH3aHNA, MOKa3bIBAIOT, YTO MYXUYHMHBI U Malb4UK{ B 3Ha-
YUTENBHO OOJIBIIEH CTEIEeHHW MpEeICTaBICHBI B 3TOH KIWHHKE. TakuMm oOpa3zoMm, mpu
pa3paboTke Mep pPearupoBaHMS B CBSI3HM YS3BUMOCTBIO JHI] C aJbOMHHU3MOM K paKy
KOKH TpeOyeTcs TeHIepHBIH moaxoa. BmecTte ¢ TeM HEOOXOAUMO MOMHHUTH O TOM, UTO
COJIHEYHBIE 0)KOTH M aHAJOTHYHBIEC IMOBPEXKICHUS KOXKH MOTYT IPOHUCXOAUTH U B Te-
HU. [To3TOMY KJIFOUOM K MPEAOTBPANICHUIO COJTHEYHOTO OOYyIeHHS U 3aIUTE OT HETO
SIBJISIETCS] HAJUIe)KaIas 3alIuTHAs OJleXKIa.

38. Pabora BHe moMemeHUH ycyryOnsieT puCKH M PaclpoCTPaHEHHOCTh paKa KOXH
cpelu Ul ¢ albOMHU3MOM, 0COOEHHO B cellbckux paiioHax®’. OrpaHudYeHHbIE BO3-
MOXXHOCTH TPYIOYCTPOHCTBA M NPO(PECCHOHANBHO-TEXHUYECKOH HOIATOTOBKH BBI-
HYXKIa10T OOJBIIMHCTBO M3 HUX 3aHUMAThCS NMPUHOCSIIEH TOXOJ NEATEIbHOCTHIO Ha
OTKPBITOM BO3AyX€ B YCIOBHIX IUIMTENBHOro IpeObiBaHUSA Ha conHe. Kpome Toro,
OTCYTCTBUE MEIMIIMHCKUX YYPEIKACHHUH U MPOTrpaMM B 00JACTH 3IpaBOOXPAHCHHS, B
TOM 4YHCJIE€ OUATHOCTUKH W JICYCHHS, HANPSAMYI NPUBOIUT K BBICOKHM YPOBHSIM
CMEPTHOCTH CPEIH JUI C aJIbOMHIU3MOM IO IPUYHHE Paka KOXKH.

39. na Tex, y KOro YyXKe pa3BHICSH paK KOXH, JIEYCHHE YacTO OTCYTCTBYET.
Hampumep, B bennne, o coobmenusm «KoOHHEKIIH yopinyaiiany, 3TUM JUIaM HHUYe-
rO HE M3BECTHO O KAaKMX-THO0O CIENHAIN3UPOBAHHBIX EHTPaX AMArHOCTHKHU U Jiede-
Hus paka koxu. Ilo coobmennsam Coro3a aui c¢ anbOuHH3MOM HcTOoKOB Hmia, B
VYranae eAMHCTBEHHBIM B CTpaHE allapar PeHTICHOTEpaluy CIOMaH y)XXe B TCUCHHE
JUTATEJIBHOTO Teproaa BpeMeHn. KpoMe Toro, puck pa3BUTHS paka KOXH BBIIIE B TEX
cioydyasx, KOrja JIMNA ¢ albOMHU3MOM OOpamaloTcs 3a MOMOIIBIO CIHIIKOM IO3JTHO
IIOCJIC MOSIBICHUS MEPBBIX CHMITOMOB, TH00 HE COOMIOAAIOT IPEBEHTUBHBIX MEpP HIIN
HE 3aBEPIIAIOT TOJOKEHHBIH KypC JedeHusn . B uncio pakropos, 06yCIOBIMBAOIIAX
3TH MpOOIEMBI, BXOJUT OTCYTCTBHE NMPUOPHUTETHOCTH IIPEBECHTHUBHBIX MEpP B CBS3U C
HEOOXOAMMOCTBIO 0€30TiIarareIbHOT0 00eCIeueHNs BBDKHBAHMS, CAMOU3OJISIHUSI BO
n3bexxaHue ganbpHEHIIed cTUrMaTH3aniy, ONlaceHue HallaJeHuH, OTCyTCTBHE HHPOP-
Malli¥d U OTCYTCTBHE (UHAHCOBBIX CPEACTB IS MOKPHITUS TPAHCHOPTHBIX PacXol0B
Ha MTOE€3/IKM B MEJUIIMHCKHUE [IEHTPHI U IPYTUX PACXOIOB.

Hananenusi, ”BHACUJIOBAHMS, HAHECEHUE YBeYU i, 1eTOYOUCTBO U TOPIOBJIs
YacTAMHM Teja

40. JIlucKpUMHMHAaIlMd ¥ CTUTMaTH3allMd B OTHOWIEHHWH JHI] C aJlbOMHU3MOM IIO
npuunHe MUGOB M 3a0MyXJIEHUH NPHUBOAAT K LIEJIIOMY pSIy HapymIeHUH IMpaB 4yeio-
Beka. [Ipexzae Bcero peub MIAET O HApYIICHHH NMpaBa Ha >KM3Hb, KOTOPOE 3a4acTyIO
npuHUMaeT GopMy HamaJeHUI, HAHECEHHs YBEUUI, TOPTOBIM YACTSIMH Tela M JIETO-
ybouiictBa. Hanpumep, B benune, cormacHo coobmeHnsM, 1eToOyOUHCTBO coBepIIaeT-
Cs IO MPHUYMHE CYIIECTBYIOIIETO JOKHOTO MHEHHUS O TOM, YTO JAETH C albOMHU3MOM
npuHOCAT HecuacThe®. TOUHO Tak ’Ke, COTIACHO COOOIIEHUAM, B 3uMOabBe «Tpaju-
LMOHHO JIETH C allb,OMHHU3MOM OBUIM CBSI3aHBI C KOJJOBCTBOM M IUIOXHMM IIpEJ3HaMe-
HOBaHMEM, M MX yOuBamu npu poxaeHun»®. CoobuleHus o ciayuasx aeToy6uiicTa
takke noctynanu u3 Casunenga®. Kpome Toro, Takxke pacnpocTpaHeH «Mud cMep-
TH», COTJIACHO KOTOPOMY JIMIA C aJlbOMHU3MOM HE yMHUPAIOT, a IPOCTO MCUE3aIoT.

41. B HEKOTOPBIX PETUOHAX coo6manoc5 O TOM, 4TO Jula C aIL0MHU3MOM CTaHO-
BATCS OOBEKTOM IO3UTUBHBIX JTOXHBIX BepOBaHHﬁ, HannpuMep pacCcMarpuBarOTCAd B
KayecTBe OOroB MU KBa3I/I-60FOB, B 4aCTHOCTH Ha IOI¢C BCHI/IH.’:IEI5 WJIK Ha TEPPUTOPHUU

30
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33
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Marepuaisl, npeacraBieHHbie « KOHHEKIIH yopiayan.

Geraldine R. McBride, “Oculocutaneous albinism: an African perspective”.

Marepuainsl, npeacrasineHHble «KOHHEKITH yopiaayaia.

J.S. Taylor and P.M. Lund, “Experiences of a feasibility study of children with albinism in
Zimbabwe: a discussion paper”, International Journal of Nursing Studies, vol. 45, No. 8
(2007), p. 1250.

Marepuansl, npegcraBiaeHasie Dongom «Ctyku Motcay», CBasuieHs,.

Martepuainsl, npencrabieHHble « KOHHEKIIH yopiaayam.
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nnemenu kyHa B ITaname®. B 5TuX ciyyasx JOXKHbIE NMPEACTABIECHHUS HE CO3JAI0T
HETOCPEACTBEHHON yrpo3sl. BMecTe ¢ TeM HX Kaxylieecs HEOoMacHOe MPOUCXOXK] e-
HHE HE CIeyeT aBTOMATHYECKH pacCMaTPUBATh KaK ONarompuUATHOE, TOCKOIbKY OHHU
MO-TIPEXKHEMY OCTAIOTCS JIOKHBIMH HPEACTABICHUSIMHE, NTHOPUPYIOIMHUMHI COCTOSHHE
ansOnHU3Ma. Takue JOXHBIE MPEACTABICHHUS TAK)KE MPENCTABIAIOT OMAacHOCTb, IMO-
CKOJBKY OHH aCCOMHHPYIOT IIEHHOCTH, JOCTOMHCTBO U B KOHEYHOM CYETE IpaBa de-
JIOBEKA JIUI] C aThOMHU3MOM C CYOBEKTHBHBIM TOJIKOBAaHHEM, KOTOPOE CO BPEMEHEM
MOXET U3MEHHUTHCA.

42. Bpennas mpakThKa, OCHOBaHHAas Ha JIOKHBIX IPEICTABICHHUSIX U KOJIIOBCTBE,
TaKXe CTaBHT MO Yrpo3y NPOJOJDKUTEIBHOCTh JKH3HHU JIMI] C albOMHH3MOM, OCO-
O6eHHO nereil m xeHIUH. B psage ctpan Adpuku k rory or Caxapsl B OTHOIICHHUH JIe-
BOYCK M KCHIIWH C adbOMHU3MOM IO-TIPEXKHEMY COBEPIIAIOT PUTYaIbHBIE AKTHI JIH-
IICHUS JCBCTBEHHOCTH M M3HACUIOBAHUS M3-32 YOECKIECHHOCTH B TOM, YTO YaCTH UX
Tela UMEIOT MarudecKue WM MEIUIMHCKHE CBOWCTBAa. JTa CHUTyalus BHI3BAaHA MH-
¢om 0 TOoM, 4TO Guiarogaps MOJIOBOMY aKTY C )KEHIIUHOHN ¢ albOMHM3MOM MOXXHO BBI-
neuutbess ot BUY/CIIMa. B pesymprare 3TOoro JIHIa ¢ albOMHU3MOM, OCOOCHHO
KEHIIWHBI U AETH, B Oonbluei creneHn moasepxeHbl BUYU-nadeknnn n craHoBaTCs
XKEepTBaMH IOMOJTHUTENIbHOW CTUTMaTH3alluu U caMmounsoisinuu. BUY-unpunupoan-
HBIE JINIA C aTbOMHU3MOM MOTYT HE 00pamarbces 32 MEAUIMHCKONW MOMOIIBIO U3 OMa-
CEHHsI OBITH JIETKO MICHTU()UIMPOBAHHBIMU. Bce 3T (hakTOPBI MPENCTaBIAIOT cCOO0H
MHOTOCTOPOHHHE NPEMSATCTBHSA, 3aTparuBaloliie MpaBO Ha JXU3Hb B YCIOBHUSAX I O-
CTOMHCTBA W CKa3bIBAIOIIMECS Ha MPOJODKUTEIBHOCTH XHU3HH JIUI ¢ albOMHU3MOM,
0COOCHHO XCHIIWH U JETEH.

B. Bo3aeiictBue npoodJiemM B 00J1aCTH 3IPpaBOOXPAHEHUS
Ha COLMAJbHO-IKOHOMHYECKHE MPaBa

43.  OrcyTcTBHE Pa3yMHOT'0 MPUCTIOCOOICHUS ISl JIUI] C HAPYIISHUSIMHU 3PECHUST U
HeoOecrieueHHe MEIUIMHCKOTO YXOJa B CBSI3M C IOJBEPKEHHOCTHIO pPaKky MpernsT-
CTBYIOT OCYIIECTBIICHHIO MMpPaBa Ha 3J0POBbE, a TAKXKE JAPYTHX COIHATbLHO-3KOHOMH-
yeckux mpaB. OCOOCHHO MI0XO0 Ae0 0OCTOUT ¢ AOCTYIIOM K 00pa30BaHHUIO U 3aHSTO-
CTH JJIs JIUI] C aIbOUHU3MOM.

IIpaBo Ha oGpa3oBaHue

44. HapymeHus 3peHHS U CBSI3aHHOE C 3TUM OTCYTCTBHE Pa3yMHOI0 IPHUCIIOCOO-
JIGHUSI CEePBhE3HO MPENITCTBYIOT TOMY, YTOOBI AETH C albOMHHU3MOM IPOIOJIKAIH
y4uThcs B Imikoie. Hapsay co cTurmaTtusamueid W M3eBaTeIbCTBAMU HapyLICHUS
3pEeHHUs TaKXKe BXOIAT B YUCIIO MPUUYMH HU3KOH MOCEIaeMOCTH MKoJI. Beicokas moa-
BEPXKEHHOCTh PaKy KOXH M JIPYTUM Npobiemam s 310pOBbsl TaKKe MPEACTABISIOT
co0oif mpensATCTBUA AJS NOCTyIa K 00pa30BaHUIO, KOTJa He oOeclneynBaeTcs pa3yM-
Hoe mpucnocobnenne. Hanmpumep, ygacTHuku npoBeneaHoro B @umxu B 2015 roxy
IIepBOT0 CHMIIO3MYMa MO BOMPOCAM IOBBIIIEHUS OCBEIOMICHHOCTH 00 anbOMHU3IME
OTMETHJIM, YTO CPEJCTBA IS YIYUYIICHHS 3PCHHUS M 3alIUTH OT COJHIA OOBIYHO HE
JOCTYIHBI JUIS JeTeH B CENbCKHUX IIKOIaX.

45. Bo MHOTrHX ciydasx OTCYTCTBHE Pa3yMHOTO IIPHCIOCOOICHUS B IIKOJE CBA3a-
HO C HEOCBEJOMJICHHOCTHIO OOIIMH W IpernojaBaTeneil o mpobieme anbOMHHU3MA.
Hanpumep, B chepe MeauIIMHBI U 00pa30BaHUSA IHUPOKO PACIPOCTPAHEHO MHEHHE O
TOM, 9TO y JeTel ¢ albOMHU3MOM pa3BHBAETCS CJIEINOTa, B CBA3M C 4eM UX 00ydaroT
a30yke bpaiiis, XoTs OHM B 3TOM HE HYXKIAOTCs. B HEKOTOPBHIX cTpaHaxX JUIMa C alb-

% P. Jeambrun, “Oculocutaneous albinism: clinical, historical and anthropological aspects”,

Archives de pédiatrie: organe officiel de la Societe francaise de pediatrie, vol. 5, No. 8
(August 1998), pp. 896-907.
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OMHHM3MOM PETHCTPUPYIOTCS KAK «IOPUIMYECKU CIIETBIE» MIIH «CIEMBIE», XOTS 3TO HE
O3HAYaET, 4TO Y HUX OTCYTCTBYET 3peHue”’.

IIpaBo Ha Tpyn

46. OOmas curyanus B o0JaCTH OXpaHBI 3JOPOBBA JHI] C aJTbOMHU3MOM, O KOTO-
poii TOBOPUJIOCH BhILIE, HAPSIAY C JUCKPUMUHALMEN U CTUTMAaTU3alUEN, IPEICTABII SI-
€T co0OH MpenATCTBUE IS CO3MaHUS OJNIAarONPHUATHBIX YCIOBHH TPYyZAa, B YACTHOCTH
ycia0Buil paboThl, OTBeYarOmUX TpeboBaHUAM OezomacHocTH U ruruensl®. Hampu-
Mep, B HCCIEJOBAaHMWU, MOCBANIEHHOM JIMIAaM C albOMHHU3MOM M3 OONIMHBEI TOHTA,
MPOXXUBAOIINM B OTHAJICHHOM paifoHe 3umOabBe, OBLIO OTMEYEHO, YTO TYBCTBH-
TeIbHAas KOXXa M CBETOOOSA3Hb HE MO3BOJSIN UM y4acCTBOBATh B CEIbCKOXO3AHCTBEH-
HOM U NPOMBICIOBON AESITEIbHOCTH, IOMUMO KOTOPOH CYLIECTBYET OYEHb MaJIO ApY-
rUX BO3MOKHOCTEH 171 paboTh ™,

47. Kpowme TOro, MOSBJCHHE Y JIHIL C aJbOMHU3MOM PAKOBBIX MOPaKEHUH KOXKH da-
CTO MyTaKT C albOMHU3MOM KaK TaKOBBIM MO TpPUYMHE OTCYTCTBUS OCBEIOMJIECHHO-
CTH, YTO BeJIET K ellle 0oJiblleii CTUrMAaTU3alMi U NPUBOIMT K JTOMOJHHTEIbHOMN 11 C-
KPHMMHAIUHK JIHI ¢ albOUHU3MOM, 0cOOEHHO B npolecce noucka paborsi*’. B [aku-
cTaHe MHOTHE JIMIA C aJbOMHM3MOM YKa3blBalH Ha «KOCMETHYECKOE HapylICHUE» B
KauecTBE OJHOW M3 MPUYMH OTCYTCTBHA Y HHX pab6oThi*’. AHajoruuHeIM 06pasoM B
Hurepun «couuanbHas IUCKPUMHHAIUS, 4aCTO CBA3bIBAEMAs C albOMHU3MOM, TIpe -
cTaBiifeT co6Ooi 0JIHO M3 Cepbe3HbIX MPENATCTBUN Ha MYTH YKPETJIEHUs COLMATbHBIX
OTHONIEHUH M MOMCKAa PaGOTHI/MOANAEPKAHUSA 3aHATOCTH CPEAM JHIL C albOHHH3-
mMom»*, TIpejcTaBieHHble MPUMEPHl AUCKPUMHUHAIMM M CTHIMaTH3aluu B WHaum
BKJIIOYAIOT OTKa3 B TPYAOyCTPOHCTBE M HEOOXOAUMOCThH MOJAMHUCHIBATE 3asBIEHUE 06
0CBOGOXKIECHUH KOJIIE/Ka OT 0053aHHOCTH 00eCeunBaTh CTY€HTaM paclpe/eicHue
Ha pa6oty®. Touno Tak xe B Mcnmanuu, coracHo cOOOIIEHUAM, JTHIA C albOMHHU3-
MOM MOJBEPrajuch AUCKPUMHHAIMM 110 TPU3HAKY MX BHEIIHOCTH, B YaCTHOCTH B
cepe 3aHATOCTH, rle TpeOOBaICA HENMOCPEACTBEHHBIH KOHTAKT ¢ KiameHTaMu. Ilo-
TeHIMalbHble paboTONATENN CYMTANH, YTO MX BHEITHOCTh MOYKET HEraTHBHO CKa3bl-
BaThcs Ha paboTe kKoMmaHuu™,

IIpaBa sKeHIUMH U 1eBOYEK

48. Kaxk yxa3pIBasoCh BBIIIE, KEHIIMHBI U I€TH, 0COOCHHO AEBOYKH, CTPAJAIOT OT
MHOXX€CTBEHHOH NHCKPUMHWHAIIMK 10 MPUYHMHE LEJCHANPaBICHHBIX M3HACHIOBAHUN
co cTopoHsl nul, nHpunuposanHeix BUY/CIIM oM. B cBS3H ¢ 3THUM XKEepTBHI CEKCY-
aJbHOTO HACWJIUS MOTYT CTAJKHBATHCS C JOTOJIHUTEIbHBIMH OCIIOXKHEHUSMH, TaKHU-
MH KaK HOCTTPaBMaTHYECKOE CTPECCOBOE PacCTPOIHCTBO, OEPEMEHHOCTh M MH(EK-
IIUH, TIEPEaBAEMbIE TTOJOBBIM TyTeM®.
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P. Lynch, P. Lund and B. Massah, “Identifying strategies to enhance the educational
inclusion of visually impaired children with albinism in Malawi”, International Journal of
Educational Development, vol. 39 (2014), pp. 216-224.

Mesx1yHapOIHBIH MaKT 00 SKOHOMHUYECKHUX, COLMATBHBIX U KyJIbTYPHBIX NpaBax,

crathsa 7 b).

Patricia M. Lund and others, “Oculocutaneous albinism in an isolated Tonga community in
Zimbabwe”, Journal of Medical Genetics, vol. 34, No. 9 (1997), pp. 733-735.

Cm. A/HRC/31/63, myHKT 39.

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”.

N.N. Udeh and others, “Oculocutaneous albinism: identifying and overcoming barriers to
vision care in a Nigerian population”, p. 512.

WHupopmanus, MojydeHHas OT JIUL C albOUMHU3MOM.

Acconuanys IOMOIIH JINLIAM ¢ aJb0uHu3MOM, cnaHusl.

Under the Same Sun, “Kenyans with albinism and racial discrimination”, 2017.
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C. Ilcuxosiormveckoe BO3aelCTBHE U MCUXUYECKOE 310POBb e

49. Tlcuxmueckoe 340pOBBE OBLIO ONMpENENeHO JUIAMHU C aIbOMHU3MOM KaK OIHa
U3 UX OCHOBHBIX HpoOJeM, CBA3aHHBIX CO 310poBbeM*®. DTa mpobieMa HOCHUT INO-
OanpHBIH XapaKTep, MOCKOJBbKY COOOIICHHS O ICHXOJOTHYECKOM M IICUXHYECKOM
BO3JIEHCTBUM CTUTMAaTH3allMM IMOCTYHAIOT CO BCero Mupa. Hemp3s HeIOOUEHHBATh
HEOOXOAMMOCTh OKa3aHMS MCHXOJIOTHIECKON M peabIINTalMOHHON TOJAEPKKH — HE
TOJIBKO IS T€X, KTO CTall )KEPTBOI HallaJeHWH M HAaHECCHHUS yBEUMH, HO M JUIS BCEX
JUI ¢ abONHU3MOM, KOTOPBIE HCIBITHIBAIOT CTPAX, MOJABEPTAIOTCS U3/I€BATEIbCTBAM
U CTUTMaTH3allHH, HE MOTYT BECTH COLMAIbHYIO KU3Hb, OKa3BIBAIOTCS OTBEPTHYTBI-
MH CBOMMH CEMbSIMH U XXHUBYT B M30JALHH, YTO MPUBOANUT K ACTPECCUHU M IICUXHY e-
ckuM 3abonepanusam?’’. Hanpumep, B KyseiiTe nuua ¢ anb0UHU3MOM CTaIKHBAKOTCS C
MICUXOJOTUYECKIMHU U COLUAIBHBIMHU MpoOIeMaMu, HECMOTPSI Ha TO, YTO OHH IIOJb-
3YIOTCSl MEAMIMHCKMMH YCIyTaMH U He SABJISIOTCS 00BEKTOM cyeBepHii ™,

50. B ogHOoM m3 mpoBeneHHBIX B bpasunum mccienoBaHUi OBLI COelaH BBIBOJ O
TOM, YTO Ha Ka4eCTBE KU3HU JIHUI| C aJbOMHHU3MOM CKa3bIBAIOTCS HE TOJBKO IIJIOXO0E
3peHUE W TMOBPEXKICHUS KOKH, HO U COI[MANIbHAS CTUTMAaTU3alui. AHAJOTHIHBIM 00-
pa3om B mccienoBaHusax mo HOxHOW Adpuke moguepKHUBaeTCsa, YTO 4acTo Hamboiee
0O0Ne3HeHHO¥, 0COOCHHO AN IeTel, SABIIeTCS MMEHHO HEeTraTHBHAs peaklnus Ha allb-
OMHU3M CO CTOPOHHI APYTHUX, a HE caMa HEOOXOIUMOCTh MPUCIIOCAOIUBATHCA K 3TOMY
coctosnuo®. B Kor-n'MByape nuna ¢ anbO6MHU3MOM YKa3bIBAIOT, YTO AUCKPUMUHA-
OHsI ¥ OTTOPKCHUE MPUBOIAT K IMOTEPE CaMOYBaXKCHUs, U30JIAINHN, HAPYIICHUSAM CHA
U MoNbITKaM camoyouiictea®.

51. B X0A€ HNpPOBCACHHOI'O HCCICAOBAaHUA OBLIO OTMECYCHO, 4YTO B HHFepHﬁCKOM
mTaTe OH,Z[O ITOXXHJIBIC JTIOAU C albOMHU3MOM CTAJIKMBAIOTCS C LCJIbIM PAAOM IICUXO-
COMUAJIbHBIX np06neM, TaKHUX KaK NPUTCCHCHUC, OCTABJICHHUC, UTHOPUPOBAHUEC, UC-
KJIKOYCHHUC, U30JA1HA, HCIIPUATUC, PAa3BOJ, HABCIIMBAHNUC SAPJIBIKOB, CTUI'MaTu3alnusd,
MMOAO3PCHUE, OIIYUICHUE 663HCXOI[HOCTI/I " OTpaHUYCHHBIC BOSMO)KHOCTPISl.

52. T'merymas armocdepa usossiuuu HabmonaeTcs B [lakucrane, riae jaumna ¢ aib-
OMHM3MOM YYBCTBYIOT c€0s OTIMYAIOMIMMUCS OT JPYTUX, C OTKJIOHEHHSIMH OT HOD-
MBI, OTBEPTHYTHIMH W OECIIOMOUIHBIMH, MOCKOJIbKY OHHM HMCKIIOYEHBI W3 CHCTEMBI
37[paBOOXPAHEHHs U MEIUIUHCKOro ob6cayxkuBanusa™”. B 3umbabse «OOUIECTBO allb-
6unocoB 3uMO0abBe oOTME4aeT, YTO MHOTHE CEMbH CKDBIBAIOT JOMa JIEeTeH-
aTbO0MHOCOB M HE OTHPABIISIOT UX B IIKOJIY 110 MPUYNHE CTUTMATHU3al[UU U 3aIlyTUBa-
HHUS CO CTOPOHBI KaK JIeTeH, Tak W B3pocibiX. Kak ciencTBue 3TOro caMooleHKa Jie-
Tel-anp6MHOCOB ABNAETCA KpailHe HU3KOM» ™,

53. JlOoTNOJHHUTENHbHOE OTPUILATEIbHOE BO3JEHCTBHE HA IICHXHYECKOE 3J0pPOBBE
OKa3bIBaET yCyryOJeHNEe AMCKPUMHUHALINY MOABEPKEHHBIX CTUTMATH3aLUH JIUI] B pe-
3yJIbTaTe MOSIBICHUS Ha KOXKE Y JIUI] C allbOMHU3MOM PAKOBBIX MOPaXeHUH, KOTOpHIE B
HEKOTOPBIX CTPaHaX OMMOOYHO CYUTAOTCS €CTECTBEHHBIM MPU3HAKOM anbOuHu3Ma >,
JeiicTBUTENBHO, «Oyly4Yd KpyHHEHIIMM I10 IJIOIAJuW OpPraHOM OpraHu3Ma, Koxka

46
47

Wudopmanusi, moxydeHHas OT JIUI C aIbOMHU3MOM.

Marepuaisl, IpeIcTaBIeHHbIC HHTEPHET-IIOPTAIOM 110 IpaBaM MHBAJIUJOB B 3ama HoMH
Adpuxke, «Konnekms yopnayaitn» u O6mecTBoM ans0nHOCOB PyaHms!.

Marepuansl, npeacrabieHHbie Kyseiitom.

P.M. Lund, “Oculocutaneous albinism in southern Africa”, pp. 170-171.

Marepuansl, npeacTasieHHble VIByapuiickoll acconuanuei no MmoopeHUIo IpaB KEHIUH-
anbOMHOCOB.

Awoniyi Babafemi Adeyanju, Omisakin Folorunso Dipo and Alao Moses Taiye, “Health and
psychosocial complaints of elderly albinos in Ondo State, Nigeria”, Indian Journal of
Gerontology, vol. 29, No. 3 (2015), pp. 364-381.

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”.

J.S. Taylor and P.M. Lund, “Experiences of a feasibility study of children with albinism in
Zimbabwe: a discussion paper”, p. 1250.

% Cm. A/HRC/31/63, nynkr 39.
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MMEET OTPOMHOE TMCHXOJIOTUYECKOE 3HaueHHe»™. [oaToMy «ypoaywommue aedeKThl
KOXH ... MOTYT IPUBECTU K HETATUBHOMY BOCIPHATHIO TeJa MAMEHTa» ™.

54. Kpome TOro, Takas CTUTMaTHU3allHsl MOXET UMETh [alleK0 MIYIIHE MCHXOMAaTo-
JIOTHYECKHE MOCIECTBUS, TAKKE KAK CAMOU30IALHUS OT Chephl yCIyT, OTYYKICHUE U
yXoj B ce0s, yrpaTa HISHTUYHOCTH, HU3Kasi CAMOOIICHKA, JICTIPECCHs U YyBCTBO TP e-
Boru®. Uto KacaeTcs CaMOM3O0JIALMU, TO OHA OTMEYalach Ja’ke B BHICIIMX ydeOGHBIX
3aBejieHUsAX. [IpoBeeHHOE B OJHOM M3 I0XKHOA(QPHUKAHCKMX YHUBEPCHUTETOB HCCIE-
JIOBaHUE MPeAyOeKICHUIH M CTEPEOTHUIIOB B OTHOLICHWHU albOMHM3MA MOKA3ayio, YTO
«ydauuecs ¢ anbOMHU3MOM, KaK MPaBUJIO, UCKIIOYAIOT ce0sl U3 OCTAIBHOIO CTYACH-
YeCcKOro coolmecTBa, ¢ TeM YTOOBI HE MOJABEPTaThCs AUCKPUMHUHAIINU WU HU30eXKaTh
HNpUMEHEHMS K HUM CTEPEOTUIIOB, CBA3AHHBIX C UX COCTOSHUEM »>C.

55. Crparerun conuanpHON HM30JSIIUN 3a9acCTyl0 MMEIOT HEeTraTHBHBIC MCHXOJIOT H-
YeCKHe MOCIENCTBHS, TaKUe KaK ACMPECcCHs U YyBCTBO TPEBOTH. Takoe BO3AEHCTBUE
Tak)Ke SBISCTCS CICACTBHEM IIPE3IOMUPYEMON CTUTMATH3aIlMU, KOTOpas «CBs3aHA C
YyBCTBOM CTBIIa M THETYIIETO CTpaxa Iepel] pealbHOl cTUTrMaTH3alueil U mpeapac-
mojaraeT MOJBEepracMbIX CTUTMATH3AIUH JHUI] K TIOBEACHUIO, IT03BOJISIOMEMY CKPHIThH
CBOE COCTOSIHHUE, C TEM YTOOBI 3AUTUTE ce6s OT 3TOM AMCKPUMUHALIMU »>°.

56. Bo3uukHOBeHHE M NpOABJICHUA CTUIMAaTU3AllUU ((O6YCJ'IOBJ'IGHBI COYCTAaHHUEM
NICUXOJOTHYICCKUX MPOUCCCOB U KYJIbTYPHOI'O BOCHPUATHA COCTO;IHI/IX»GO. B cilyqyac
JaI € anbL0MHH3MOM KapOJ’II/IH HanMep OoTME4ajaa, 4TO MI/I(I)LI, CTCPCOTUIIBI U CaMO-
BOCHPpUATHC OKa3bIBAOT BJIUAHHC HaA CaMOOHeHKyGl. YUro kacaeTcs BO3ICHUCTBHSI
KYJbTYpPbI, TO B IPOBCACHHOM B ManaBu HCCIICOJOBaAHU N OBLIO OTMCUYCHO, YTO ACTHU C
aIbOMHU3MOM U HUX CEMbHU HCIBITHIBAIOT Ha cebe «I.ICJ'ILIﬁ pAA KYJIBTYPHBIX U COLIU-
AJIbHBIX HpOﬂBHeHHﬁ, KOTOPBIC B 3HAYMTEIbHON CTCIICHH U HETaTHBHO CKa3bIBAIOTCS
Ha UX NCUXHUYCCKOM U COIIMAIbBHOM 6nar0n0nyq1/11/162.

57. Takxe coobmanocs, 4To B 3uMbadBe «B 00mIeCTBE, IIe aTbONHU3M YKOPEHHII-
cs B Mudax u mpeapaccyaKkax U pacCMaTPUBAETCS KaK MPOKJSATUE U 3apa3a, 3aTPOHY-
Thle CEMbU HAXOIATCS B HEONATOMPHUIATHOM MOJOXKEHHHU U YAaCTO YYBCTBYIOT cebs
U30JIUPOBAHHBLIMU M GecroMomHbIMU»®, TakuM 06pasoM, ceMbU TAKKe HOABEPIaloT-
Cs BO3/ICHCTBUIO CTUTMATU3AIMH, 38 UCKIIOYCHUEM TEX CIyd4aeB, KOT/a POJUTEIN U
CeMbs OTBEPTraloT JIeTeH-aIb0UHOCOB.

310poBbe nepeMeeHHbIX JIUI

58. B YCIOBHAX NEPEMCUICHUA JIULa C alIbOMHU3MOM CTAJKHBAKOTCS C MOBBIIIEH-
HBIM PHCKOM HaCHJIUA, 0COOCHHO Hacujiusg, CBA3aHHOI'0 € KOJJOBCTBOM, DKCILTYyaTa-
muen u 3HOY1’IOTp66J’I€HI/IHMI/I, BKJIIO4asl CEKCYAJIbHOC U I'CHACPHOC HACHUIINEC, a TAKIKE
CO 3HAYUTEIILHOMU CTHFMaTHSaL{Heﬁ. KpOMe TOTO, JuIa C aHL6I/IHI/I3MOM, KaK U MHBa-
JINAbI, CTAJIKUBAXOTCA ¢ MHOTOYHCIICHHBIMU NPCOATCTBUAMUA B JOCTYIIC K T'YMaHUTap-
HOU IIoMOIIH, O6pa30BaHI/IIO, 3aHATOCTH, 3IPABOOXPAHCHUIO U APYTUM yCJIyraM 1 4a-

55
56

57

58
59
60
61

62

63
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Chukwuma M. Attama and others, “Quality of life of subjects with leprosy and albinism”,
International Neuropsychiatric Disease Journal, vol. 6, No. 4 (2016), pp. 1-6.

Ibid., abstract.

Relebohile Phatoli, Nontembeko Bila and Eleanor Ross, “Being black in a white skin:
beliefs and stereotypes around albinism at a South African university”, African Journal of
Disability, vol. 4, No. 1 (2016).

Ibid., p. 9.

Ibid., p. 8.

Ibid., p. 3.

Carolyn Palmer, “Myths, stereotypes and self-perception: the impact of albinism on self-
esteem”, British Journal of Visual Impairment, vol. 25, No. 2 (2007), pp. 144—-154.

P. Lynch, P. Lund and B. Massah, “Identifying strategies to enhance the educational
inclusion of visually impaired children with albinism in Malawi”, p. 6.

J.S. Taylor and P.M. Lund, “Experiences of a feasibility study of children with albinism in
Zimbabwe: a discussion paper”, p. 1251.
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CTO OKa3bIBAIOTCA HMCKIIYCHHBIMHU M3 Iponecca MPpUHATHUA peme}mﬁ " JIUIICHHBIMHA
BO3MOXHOCTH OCYHIECTBJIATH PYKOBOACTBO.

59. B oTmenpHBIX CTpaHax JHIOAa C adbOMHU3MOM OBIIM BBIHYXICHBI O€XaTh U
MPOJOJDKAIOT MOKUIATh CBOM JIOMa MOCJE COBEPIICHHBIX HamajgeHni. B O0bpennHe H-
Hoif PecriyOnmke TaH3aHHS B KaueCTBE BPEMEHHON MEpHI 3aIHUTHI PAJX IIKOJN U ICH-
TPOB OBUIM BBIJENEHBI B Ka4eCTBE LEHTPOB YOEXKHMIIA I JIUI C anbOMHH3MOM *.
BoapIIMHCTBO M3 HUX ABISIOTCSA TOCYNapCTBEHHBIMH, a PAN APYTUX — YaCTHBIMH.
BrigeneHHsle I IPENIOCTABICHHS YOEXKHINA LIKOJIBI MEPBOHAYAIBHO OBIIM PacCdH-
TaHBl HAa OTPAHMYCHHOE YUCIIO JIOAEH ¢ KOHKpeTHOH (opMOil MHBAIHMIHOCTH H OCO-
6siMu moTpeOHOCTAMU. OTHAKO B Ka4eCTBE UPE3BBIUAHON MEpH B OTBET HA Hamase-
HUS HEKOTOPBIE M3 HUX OBLIM BBIHY)KJEHBI NPUHATH HEIPUEMIEMO OOJBIIOE YHCIIO
UL ¢ albOMHM3MOM, MINYIIUX 3amuThl. KpoMe Toro, Takme yOexuma yke HENb3s
CUMTaTh BPEMEHHBIMH, W OHM IIEPECTAIN PACCMATPHBATHCS B KauE€CTBE HCKIIOYH-
TEIBHOM Mepbl B UpE3BbIYaHON cuTyanuu. B npyrux crpanax, takux kak bypyHnw,
coo0mianock 0 APYTrUX, MeHee opUIHaNbHBIX IEHTpaxX I yOeKnina, TaKux Kak Io-
nunelckue ydgacTku. OQHAKO MO 3THM IEHTPaM HMEETCS OYE€Hb Majo OOHOBICHHOH
uHpopmanuu ™.

60. B onenke curyanun B O6wenuaeHHol Pecnybnuke TaH3aHUS, MpOBEACHHON B
2015 rony AdpuKaHCKUM KOMHTETOM JKCIEPTOB MO MpaBaM U OJIaroCOCTOSHHUIO pe-
OeHKa, ObLIO OTMEYEHO «YXYJIIEHHE COCTOSHUS 340poBbs AeTeii»®. Jlanee ykasbiBa-
JI0Ch, YTO JACTH B OJHOM M3 OCHOBHBIX IICHTPOB, byXaHTHmka, UCIBITHIBAIOT LEIBIN
pax mpoOieM, CBA3aHHBIX C OXpaHOW 3M0pOBhi. Hampumep, MHOTHE U3 HUX HE MOTYT
MO3BOJINTE ce0e Takue MPOCTHIE CPEACTBA, KaK CONHIE3ANUTHBIA KpeM, Ipeaoxpa-
HAIOOIUN OT MOBBIIMICHHOTO PUCKa pa3BUTHS paka KOXXH. B Xome BBIC3THOTO OCMOTpa
OBLIO yCTAaHOBICHO, 4TO 80% HeTeil MMEIOT COTHEYHBIC OKOTH U NMEPBUYHBIC MPU3H a-
KU paka. BompmUHCTBO nMeTeil ¢ anpbOMHU3MOM HMEIOT MPOOIEMEI CO 3peHUEM, T'pH-
00K, TTyOOKHMe paHBI Ha KOXE, a TaKKe CTPaJaloT OT OCIO0XHEHHH, COMPOBOXKIAI0-
oIuxcsl BEICOKOU TeMrmepaTypoil. B omeHke Takke yka3blBalloCch, 9TO OJHOW M3 Cepb-
e3HBIX IIPOOIIEM ABIAETCA Malapusa’ . Bbul clenaH BHIBOJ O TOM, YTO UMElOMHUiica Ha
MECTe IHCTAHCEP U H3OJIATOP AN OONBHBIX HMEIOT CIUIIKOM MAallyl0 BMECTHMOCTE U
IJI0OXO OCHAIICHBI IS PEIICHUsS 3TUX MPo0IeM, B CBA3U C YeM 3[0POBbE JeTEH Haxo-
JOUTCS oA OOTBIION YTPO30i.

61. B 2017 rony He3aBucumblii 5KCnepT noceTusia HEKOTOPHIE U3 ATUX LEHTPOB, B
ToM uucie byxaHruika, W OTMETHJIa HEKOTOpBIE yiydlneHus. Bmecre ¢ TeM oHa
TaKXe OTMETHJa, YTO MHOTOE eIle IPEJICTOUT CAeJIaTh, B TOM YHCIE B LEIIX OCYy-
IIECTBJICHUS IUIAHOB IO PACIIMPEHUI0 JKWIBIX IOMEIIEHNH, TIPEJ0CTaBICHUIO
HaJUIe)Kalero MUTaHus U 0€30MacHON PEeMHTETPALMM XUTEIeH B MX CEMbH M OOIIH-
HBI%,

310poBbE U YCTOHYNBOE Pa3BUTHE

62. IlpaBa uenoBeka Bce OoJibllle NMPU3HAIOTCA KaK HUMEIOLINE HCKIIOYUTEIHHO
Ba)KHOE 3HAYCHHUE JUISl yCTOWYMBOTO PA3BUTHS U SBISIIOTCS IMIABHOW LIEJBIO B 00JaCTH
ycToiiuuBoro pasBuTua®. DTH LENM KacalTcs OCHOBHOTO COJEp)KaHMS NpaBa Ha
310pOBbE, @ UMEHHO 00ecIiedeHus 310pOBOTO 00pa3a KM3HU M coxelcTBUs Oaarormno-
JYy4UI0 Ui BCeX B JII0OOM Bo3pacTe. I 3TOro OoInpeaesieHbl KOHKPETHBIE IeIeBbie

64

65

66

Cwm. http://tbinternet.ohchr.org/Treaties/CRC/Shared%20Documents/TZA/INT CRC NGO
TZA 18032 E.pdf.

International Federation of Red Cross and Red Crescent Societies, “Through albino eyes:
the plight of albino people in Africa’s Great Lakes region and a Red Cross response”.
Available at https://reliefweb.int/sites/reliefweb.int/files/resources/E492621871523879C
12576730045A2F4-Full Report.pdf.

“Report on the investigative mission on the situation of children with albinism in temporary
holding shelters — Tanzania” (2016), p. 7.

Ibid., p. 8.

Cm. www.ohchr.org/EN/NewsEvents/Pages/DisplayNews.aspx?NewsID=21915&LangID=E.
Cm. www.ohchr.org/EN/Issues/MDG/Pages/The2030Agenda.aspx.
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[IOKa3aTeJId, B TOM YHCIE CBS3aHHBIE C IOJIOKEHHWEM JHI ¢ anbOnHn3MoMm. OHH
BKJIIOYAIOT B ce0s BceoOmMMiII AOCTYNm K yciyraMm B oOJacTH 3ApaBOOXpaHEHHS, I O-
CTYIl K Ka4eCTBEHHBIM OCHOBHBIM MEAHMKO-CAaHUTAPHBIM yCJIyraM, 3allUTy OT (UHAH-
COBBIX PHCKOB M JOCTYHI K HEZOPOI'MM OCHOBHBIM JICKaPCTBEHHBIM CPEICTBAM M BaK-
uuHam'®.

63. Kpome TOrO, OMMH M3 KIFOYEBHIX MPHUHIUIIOB B OOJACTH yCTOWYHBOTO pa3BH-
THS COCTOUT B TOM, YTOOBI HUKTO He OBUI 3a0BIT. DTOT MpUHOHN MOBTOpsieTcs B I1o-
BecTke nHA Ha mepuoxa no 2030 roma ceMb pa3 U IpUMEHSIETCS B OTHOIICHUU CEKTO-
pa’pHBIX Iejeil, B TOM dmcie B o0OnacTH 3ApaBooxpaHeHHs. JIuma ¢ anbOMHH3MOM
HNCTOPHYECKH OCTABAJINChH 3a0BITBIMH B IIJIaHE MEAMIMHCKHUX yCIyT. THUIMYHBIM IIp H-
MEpPOM 3TOTO SIBISETCA OTCYTCTBHE COJHIE3ALIUTHBIX CPEJICTB B IIEPEIHE OCHOBHBIX
MEIUIIMHCKUX TOBAPOB BO MHOTHX CTPAaHAX C COJTHEYHBIM KJIMMATOM, CJIEICTBHEM 4e-
TO ABIAETCS OTCYTCTBHE AOCTYIAa K TAKHM IIPOAYKTaM.

64. Takoe OTCYTCTBHE AOCTyNa K OJHOMY M3 OCHOBHBIX MEIWIIMHCKHX TOBApOB
JUTSL AT C allbOMHNU3MOM IPHUBOIUT K Tubenu moneil. Hekotopsie MoryT cuuTaTh Ta-
KYI0 yTpary Kamield B MOpe, IMOCKOJIbKY B KOJIMYECTBEHHOM IUTaHE JIMIA C allbOMHU 3-
MOM COCTaBISIOT MEHBIIMHCTBO. TeM He MeHee THOeab OJHOTO YeJIOBEKa — 3TO yKe
CIMIIKOM MHOTO, U Tako€ MHEHHE OyAeT MPOTHBOPEYHUTH O€3yCIOBHOMY XapakKTepy
OCHOBHBIX IPaB YEJI0BEKA, B YACTHOCTH IIpaBa Ha XU3Hb, WM 3aNPEIICHUIO IUCKP H-
MUHAIMHU TP BBINOJTHEHUH TOCYJAapCTBAMH CBOMX O0s3aTEIbCTB, BBITEKAIOUIUX M3
IpaBa Ha 3710poBbke. HakoHen, cienyeT OTMETUTH, YTO TaKas TOYKa 3PEHHs HE COIJa-
cyeTcsl ¢ LeIsIMH B 00JIaCTH YCTOMYHMBOTO pPa3BUTHS, KOTOpPHIE HAIpPAaBJICHBI Ha TO,
YTOOBI OXBAaTHTh KaXKAOTO, HAYMHAS C CAMOTO «3a0BITOTO».

65. llenum B o0nacTH yCTOMYMBOTO Pa3BUTHS 00CCICUNBAIOT OCHOBY IS TEHCTBUM
U OTIPENeNsI0T TO NPUOPUTETHOE BHUMaHHE, KoTopoe He3aBucHMBIN >KCnepT yaemns-
€T MHHIMAaTHBaM B 00JaCTH 3APaBOOXPAHEHHS, B TOM YHCIIEe B paMKaxX PernoHanpHoO-
ro IUiaHa JaeiicTBuil mo Bompocam anbOmHm3Ma B Adpuke (2017-2021 romsr), koTo-
pHIif OHa pa3paboTana B COTPYAHHYECTBE C MHOTOYHMCICHHBIMU 3aMHTEPECOBAHHBIMH
CTOpOHaMH B cTpaHax A(QpukH K fory ot Caxapsl.

duHaHCHPOBaHHE 3APABOOXPAHEHHUS

66. Jluna c anbOMHU3MOM 0€000 ySI3BUMBI B CTpaHaX ¢ HU3KMM ypPOBHEM J10X0J1a, B
KOTOPBIX OHM YacTO BXOASAT B KaTErOPHI0 MAJOMMYIIHMX, a MX JOCTYyI K Trocynap-
CTBEHHBIM MEJMIMHCKUM YCIyraM OrpaHuueH’’. B Takux CTpaHax NpaBUTEIbCTBA
3a4acTyl0 CTAJIKUBAIOTCS ¢ MHOTOYHCIEHHBIMH IpoOsieMaMy B 00€CIIeYeHNH IIOCTe-
MIEHHOTO OCYIIECTBJIEHHUS IpaBa Ha 3J0POBhE B COOTBETCTBHUH C MEXIyHAapOJHBIMHU
00s3aTeNbCTBAMHU B 00JIACTH NpaB 4yesloBeka. B To ke BpeMs coobiaercsi, 9TO MHO-
T'Ue JINIA ¢ allbOMHU3MOM CTAJIKHBAIOTCS C BEPOSITHOCTHIO NMPEXAECBPEMEHHOM cMep-
TH OT paka KOXKH, KOTOPBIH MOXHO ObUIO OBl NPEIOTBPATHTH C MOMOIIBI0 0A30BBIX H
JOCTYNHBIX Mep. Kpome TOro, O0NBIIMHCTBO JINI ¢ albOMHMU3MOM HE UMEIOT AOCTYyIa
K HEOOXOJIMMBIM 3aIIMTHBIM CpencTBaM, Oyab TO IJs NMPOQUIAKTUKH paKa KOXH WU
pelenus Mpo6JeM ¢ HapyLUIEHHEM 3PEHHs, M He MOTYT ce6e MX T03BOJIHUTD 2.

67. B 3To#1 cBSI3U M B COOTBETCTBUM C MCEIKAYHApOJAHBIM MPAaBOM IIpaB 4YCJIOBCKa
rocyaapcTtBa HECYT Oe3oTiaraTelibHOE 00s3aTE€NLCTBO 00€CIEYUBaTh — I10 KpaﬁHeﬁ
MEpE B MUHHMAaJbHOU H€06XOHHMOﬁ CTCIICHU — MpPaBO Ha 3J0POBbLC IJid JIMI C aJib-
6I/IHI/I3MOM73, OpUHUMATh MEPHBI JJIA pcainu3allud 3TOTO npaBa” " BO3JCPIKHUBATHCA OT
AUCKpUMHUHAIIUW B OTHOLICHUU JHUIL C aJ'II)GI/IHI/I3MOM75. B sToli cBA3M rocygapcrtBam
CJICAYCT YACJATH HNCEPBOOYCPCAHOC BHUMAHHC NMPEAOCTABICHUIO MCAUIHMHCKUX pEe-

70
71
72
73

GE.17-22923

Cwm. e 3.7 u 3.8 neneit B 00:1aCTH yCTOWYHBOTO Pa3BHUTHSL.

Cwm. A/72/169, nyHkT 19.

Hanpumep, B MBan3e, kak 00 3ToM coobmano O6mecTBO anbOMHOCOB MBaH3HI.
KomuteT 1o 5K0OHOMHYECKHMM, COI[HATbHBIM U KyIbTyPHBIM IIPaBaM, 3aMe4aHue 00IIero
nopsaaka Ne 14, myHkT 43.

Tam xe, myHKT 30.

Tam >xe, myHKT 43.
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cypcoB Hambosnee OEOHBIM W MapTHHANM3UPOBAHHBIM CIIOSIM HACeJEHHWs, Aa)xe IpHU
HaJIM4MU OPENnATCTBUH'®, M MPUHATHIO WIHM COAEHCTBHIO pealu3alMd HU3KO3aTpaT-
HBIX Mep, OKa3bIBAIOIINX HEMOCPEICTBEHHOE BO3JIEHCTBHE HA COCTOSHHE 3I0POBBS
TUn ¢ anbOMHMU3MOM, B YaCTHOCTH BKJIIOYHTH COJHIIC3AIIUTHHIN KpeM B IMepedeHb
OCHOBHBIX MEIUIMHCKHX TOBAPOB W MPEHOCTABIATH COJHIC3AMHUTHYIO ONSKIYy U
cpencTaa.

68. B ycroBHAX HEXBaTKH PECypCOB TOCYyIapCTBaM CJIEAYEeT HCIOJB30BaTh BO3-
MOXXHOCTH MEXIyHapOJHOTO COTPYIHHYECTBA W BHEIIHero ¢uHaHCHpoBaHHi. OHH
JIOJDKHBI MOANEPKUBATh paboTy OpraHW3aluil U ydpeKIeHHI, 3aHUMAIOIHUXCI pa3-
paboTKO# M OCYIIECTBICHHEM MPOTPaMM II0 BOIpOcaM, KacaloIUMCS IpaBa Ha 3710-
poBbe JHI] ¢ anbOMHU3MOM. B 3Toii cBa3n KomMuTeT mo 3KOHOMHYECKHM, COIHAb-
HBIM U KYJIBTYPHBIM IIpaBaM MPHU3HAET, YTO MOMHUMO TOCYAapCTB, KOTOPHIE SABISIOTCS
OCHOBHBIMH HOCHUTEISIMH 0053aTEICTB, OTBETCTBEHHOCTH 32 pEalM3alUio IpaBa Ha
3I0pOBBE TaK)Ke JOJDKHBI HECTH HETOoCyHapcTBeHHBIE CyOBekTwl. [losTomMy rocymap-
CTBa-y4aCTHUKHU MOJDKHBI CO3aBaTh TaKHE yCIOBUSA, KOTOPBIC MOMOTANH OBl BBIMOJI-
HEHHIO STHX 003aTeNbCTB .

69. MecTHbIC OpraHbl BJIACTH TaKXe MOTYT UTpaTh KIIOYEBYIO POJb, Kak 00 3TOM
yKa3pIBaioch B coobmennn Coro3a i ¢ anpOnHU3MOM HcTOKOB Huna B Yraune, rae
«HEKOTOpbIE MECTHBIE OpraHbl BIacTH B cyOpermone bycora cranm BbIAENSATH He-
0OJbIINE ACCUTHOBAHUS IS MOJJCPKKH JHI] ¢ albOMHU3MOM, U 3TO MOCOOHME MOXKET
O0TYACTH HCIOIB30BATHCS A MOKYNKH COJHIE3aIIUTHBIX CPEACTB, XOTSI OHO U HE
JOCTAaTOYHO JJIsl yAOBIETBOPEHHUs Bcero oObema morpebHocTel». DTOoT mpoben B
m1aHe 00ecnedeHus] JOCTYMHOCTH MOTNIHM OBl BOCIIOIHHUTH ACHCTBHSA HAIlMOHAIBHBIX
U MECTHBIX OPTaHOB BJIACTH, TPAXTAHCKOTO OOIIECTBA U MEXIYHAPOJHBIX OpraHU3a-

100707 L

IlepenoBasi npakTHKa

70.  CymecTByeT IeIbIil pAd MEePeaOBBIX METOAOB, 3aCIYKMBAIOIUX YIIOMHHAHHUS
B KayecTBe 3(pQEKTUBHBIX MHUIMATUB B Jieje TapaHTUPOBAHUS NpaBa Ha 3J0pPOBbE
aun ¢ anbOMHU3MOM. B MX 4Mclio BXOAAT HOBATOPCKHE WHHUIMATHUBBI C MUHHMAlb-
HBIMHU 3aTpaTaMi, KOTOPBIE B IEPCIEKTHBE MOTYT MOJIYYHUTh JalbHEHIIee pa3BUTHE U
pacnpocTpaHEHHUE.

CTpaHOBbIe cTparerum

IpoexkT @uasku B 001acTH aNbOUHU3MA

71.  IIpoext ®umxu B o0nacTu aabOMHU3MA MPECTaBIsET COO0W MHUIIMATUBY, KO-
TOpas TEepPBOHAYAIBHO PEaJN30BBIBANACH TPaXIJAHCKHUM OOIIECTBOM, a IO3JHEE —
C YYaCTHEM TOCYJapCTBEHHBIX YUPEXKACHUH U B paMKax KOTOpoil ObutH pa3paboTaHBI
HalMOHAJIbHBIE MEPHI pearupoBaHus Ha MOTPEOHOCTH JIHUI ¢ aTbOMHU3MOM. B ocHOBe
9TOTO IPOEKTa JIEKUT MepBBId B PUIKK CeMUHAp 10 BOIpOocaM ajJbOWHHU3Ma, COCTO-
SBIIUMCA B mKoje s cienbsix @umxu B 2014 roxy. [Ipu MunucTepcTBe 3apaBo-
oxXpaHeHHs ObUT CHOPMHUPOBAH PYKOBOISAIIMNA KOMHUTET IpoekTa. Bmocmenctsun
B 2015 roxy B pamMkax MpoekTa ObUI OpraHM30BaH HEPBBINH cuMIO3uyM DHIKH IO
MTOBBIIICHUIO HHPOPMHUPOBAHHOCTH 0 MpobiIeMe aTbO0nHU3MA.

72. B xonme cummosmyma ObUT ompeaeneH psal GakTopoB, BIUAIOMMUX HA KU3HB JINII
¢ anp0uHNU3MOM B DUKH, B TOM YHCIIE: OTCYTCTBUE TOYHBIX HAI[MOHAJIBHBIX JEMO-
rpaguuecKuX JaHHBIX O JHI@AX C albOMHU3MOM; OrPAaHHMYCHHOE MOHMMaHHE albOMu-
HU3Ma B CEKTOpax 3/paBOOXpaHeHUss M 00pa3oBaHMs; OIPAHMYEHHOCTh MEKCEKTO-
pajbHBIX KOHTAKTOB; U OTCYTCTBHE JIOCTYyMa K yclyram Io HOJJEepKKe JHUL, CTpaaa-

® A/72/169, mymxkr 19.
" 3ameuanme o6mero mopsaka Ne 14, myskT 42.
® Tam xe.
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JONIMX aJdbOMHM3MOM, a TAaKXKe OTCYTCTBHE IICNICHATIPABICHHEIX (HUHAHCOBHIX
cpencts’.

73. CuMmo3myM cmocoOCTBOBAJN OCYIIECTBICHHIO MEp IO PEIICHHI0 BOIPOCOB
OXpaHbl 3J0POBBS JHI C ATBONHU3MOM, B TOM YHUCJIE IIOBBIIIEHUIO OCBEJOMICHHOCTH
Ha OOIIMHHOM YpPOBHE, B YACTHOCTH B LEJSAX MPEOJOJICHUS IPEIPaCCyAKOB KYIbTY -
HOTO IUIaHA, MPENATCTBYIONINX HOIICHHUIO TOJIOBHBIX YOOPOB M CONHIE3AMUTHBIX 0Y-
KOB, a TaK)Xe IIPOBEACHUIO0 KaMIaHUH, OPUCHTHUPOBAHHONW Ha PaOOTHHUKOB ITPOBHUHIIH-
aNBHBIX CIIYk0. B 4HCI0 BEIHECEHHBIX PEKOMEHAALMN BXOAMIIO HMOBBIMICHHE HH(OP-
MHUPOBaHHOCTH B cdepe 00pa3oBaHHA, NPELOCTABICHUE Pa3pelIeHUs Ha HOIICHHE
3aIIUTHON OXEXIBl M oOecledeHre MPUMEHEHHs COJHIE3allUTHBIX KPEMOB B IIKO-
nmax. Taxxe OBLIO pEeKOMEHIOBAHO OOECTEYHTh PasyMHOE NMPUCIOCOOJICHHUE NETAM C
aNbOMHU3MOM: BO3MOXHOCTh CHIETh Ha IIEPEAHHMX NapTax CHUHOW K OKHaM, BO3-
MOXXHOCTH IIEpEMEINaThCs MO KJIAaccy C LEebIo JTydile BHASTh U JAOCTYH K JOKYMEH-
TaM ¢ KPYIHBIM IPHYTOM.

74. Ha HannoHaJIbHOM M PETHOHAIBHOM YPOBHSAX OBIIO PEKOMEHAOBAHO PacIIu-
PUTH AOCTYN K MEIWIHMHCKHUM YCIyTraM B CTpaHE B paMKax IIPOBOAMMBIX B KJIMHHKaX
€XXEMECAYHBIX IPUEMOB 110 BOIIpocaM albOMHM3Ma M IUIOXOTo 3peHus. Yrto kacaeTcs
MPUEMIIEMOCTH 10 [[EHAM U JOCTYHHOCTH, TO Ha CHMIIO3UyME OBIJIO PEKOMEHIOBAHO
H3YIUTh BO3MOXKHOCTH IPOM3BOJACTBA COJHIIE3ANUTHBIX CPEACTB HA MECTax W pac-
MPOCTPAHATh UX Yepe3 KIMHUKH U IIKOJBL. B To e BpeMs B paMmkax mpoekra B CyBe
OpPraHMU3YIOTCS eXEeMECSYHbIEe NMPUEMbl B KIMHHKAaX 10 BONPOCAM yXoda 3a KOXei u
rnazamu®. OJHOBPEMEHHO OBLIO MPETOKEHO TPENOCTABIATE HEJOPOTHE CONHIIE3 -
IMUTHBIE 04KH Yepe3 OOmecTBo ciaenbix OumKH.

75. HaxkoHen, 3TOT NPOEKT OCYUIECTBIAETCS IOCPEACTBOM MEXBEAOMCTBEHHON
KOOpAMHAIIUN MEXAY MHHHUCTEPCTBAMH IO BOIPOCAM 3ApaBOOXpPAaHECHHS, 00pa3oBa-
HUS W XKCHIIHH. JTO BKJIOYaeT B ce0s oOMeH mHpopMaiuei, Mepsl 0 YKPENICHUIO
WHIVBHyaIbHOTO YXO/Ja W Ha3HauYC€HHE CIENHAJIBbHBIX COTPYTHHUKOB. MHHHCTEPCTBO
3/[paBOOXpaHeHusl obecrneynBaeT paboTy KOXKHBIX M TIa3HBIX KIWHHK, TPakJaHCKOe
001ecTBO MpeaocTaBiIsieT OecnaaTHbIe COMHIE3alIUTHBIE CPEICTBA U OUYKH, & MHUHHU-
CTEpPCTBO 00pa3oBaHus pacnpocTpaHseT HHPopManuo o6 anpbnan3me. K gneny oc-
HOBHBIX MMEIOIIMXCS Ha CETrOJHANIHUN AeHb HMpoOieM B paMKax JaHHOTO IPOEKTa
OTHOCATCS (PUHAHCHPOBAHHME M COOP JAHHBIX !,

Kennsa

76. B 2015 roay npaBUTENbCTBO NPUCTYNHIJIO K OCYLIECTBIECHHUIO MPOrpaMMBbI 110
3aKyIKe W PacIpeiesIeHHI0 COMHIE3aUTHBIX CPEeACTB ISl JINIl C albOMHU3MOM 4e-
pe3 HamumonanpHBIH COBET IO jAelaM HHBAJIHIOB W YIpaBlIeHHE MEIHIIMHCKOTO
cuabxkennss Keuuu®. B 2016 rogy OO6mecTBOo anpbumHOCOB KeHWM cooOmmio, 4to
6onee 1 000 numam ¢ anbOMHM3MOM OBUIM TPEJOCTABIEHBI NPONHCAHHBIE OYKH U
Jpyrue ONTHYECKUE yCTpoiicTBa®,

77. Paborammue B 3TOM CEKTOpPE 3aHHTEPECOBAHHBIC CTOPOHBI U PYKOBOJHTEIIH
BBICOKOTO ypOBHS, Takue kak I'peic Mym6u Hryru, Aiizek MBaypa u apyrue jiuna c
anbOMHU3MOM, YOSIUIN MPaBHUTEIBCTBO BEIACITUTH CPEACTBA HA IPEIOCTABICHUE JIU-
aM ¢ aJbOMHU3MOM COJHI[E3aI[UTHBIX CPEICTB B OOJIBHHUIAX, & TAKKE OOCCIICUHTH
ux OecIUIaTHOW 3amUTHOW onexaoil. B pe3ynerare 3Toro B pamkax HamuonanbHOTO
COBETa IO JieJiaM HHBAJIUJOB ObLIA CO3/IaHa MpOrpaMMa IO BOMpocaM albOUHH3MA,
JUISL pealin3allui KOTOPO# ObLI Ha3HAYCH CICIUANbHBIA COTPYIHUK. Ee mepBoHavanb-
Hasl [eJIb 3aKJIF0Yalach B PETHCTPAIUU JIUI] C allbOMHU3MOM C IIEIbI0 IIAHHPOBATh
BBIJIEJIEHHE FOCYIapCTBEHHBIX PECYPCOB.

Fiji Albinism Project, “Summarised report” (2015).

Charlene Lanyon, “Albinism project”, Fiji Times Online, 10 August 2016.

Vishaal Kumar, “Albinism project faces big hurdles”, Fiji Times Online, 15 June 2017.
Under the Same Sun, “Kenyans with albinism and racial discrimination”.

CMm. www.albinismsocietyofkenya.org.
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78. Ha sty mporpammy OBUTH BBIJICJICHBI 3HAYUTEIbHBIE (UHAHCOBBIE CpPEACTBA
JUTsL OKa3aHUsl MOANEPIKKU JIMLAaM C aJbOMHU3MOM, B TOM YHCIIE JJISl IPEAO0CTABICHUS
OCCIUTaTHBIX COJHIE3AIIUTHBIX CPEICTB B PailOHHBIX OonbHUIAX. TeM He MeHee COo-
00mIaI0Ch 0 CoOXpaHAIHUXCSI MpodiIeMax, 0OCOOCHHO B ITaHE AOCTYyNa K yCIyram M
UX MPUEMIIEMOCTH MO HeHaMm. Hampumep, nuina ¢ anbOMHU3MOM YacTO MPOXKHBAIOT
BIAJH OT PailoOHHBIX OOJBHHMII, U OECIJIaTHBbIC COJNHIE3AIIUTHBIE CPEICTBA HAa MECT-
HOM ypOBHE MM He MpeaocTaBisiorcs. Kpome Toro, coo0manoch, 4To YCIAYTH 10 BbI-
ABJICHUIO U JICYEHHIO PaKa KOKH He ABISIOTCS OecrnnaTHhIMU®,

Hurepus

79. B 2012 romy mpaButenscTBo Hurepun mop srunoit ceoero MuHHCTEpCcTBa 00-
pa3oBaHM NPUHSAIO HAIMOHANBHYIO CTpaTeTHIO B oOmacTh anpbOmHH3Ma. B 3TOH
CTpaTeTHH OIPECICHB OCHOBHBIEC NMPOOIEMBI B 00JaCTH 3APAaBOOXPAHEHHUS, C KOTO-
PBIMH CTAJIKHUBAIOTCS JUIA C albOMHU3MOM, W H3JI0XKEHBI PEKOMEHAANNHA B OTHOIMIC-
HUY NPOQUIAKTUKY U JIEYEHUs paka KOKHU®. DTa CTpaTETUs HOCUT KOMIUIEKCHBIH Xa-
pakTep M OXBaThIBAET psiJ oOiacTeil pabOTHI, BKIOYAs MOOIMIPEHNE CAMOYBAXKCHHS H
YyBCTBA CONPHYACTHOCTH, a TAKXKE OOECIEeUeHHEe AOCTYNa K MEIUIMHCKUM yCIyraM
U COACHCTBHE NPENOCTABICHHUIO OCCIIATHBIX YCIYr B oOsiacTH OQTAIBMOJIOTHH H
JIePMaTOJIOTHH.

80. C >Toi menp0 B CTPATETHU OTNpEIeseTCS Lelb, KOTopas JOJDKHA OBITh 10-
crurayta k 2020 roxy, — mo6utbcs 50-TPOIEHTHOrO YIydYMIEHHS NOCTyHa K Kade-
CTBEHHBIM M HEJIOPOTMM MEAMIHMHCKAM M COLMAIbHBIM YCIyraMm I JHIl ¢ adbOwu-
HU3MOM. B paMKax HaMEUEHHBIX B CTPATETHH MEPONPHUATHH OyayT MPEeaoCTaBIATHCS
6a30BbIc HH(YOPMAIIMOHHBIE U MEIUIINHCKHE YCIYTH B LEIAX NPOPUIAKTUKH CBIA3AH-
HBIX C aJbOMHU3MOM INPOOJIEM CO 3peHHEM M KOXKei; oOecrednBarbes MpeoCcTaBIIe-
HUE KOHCYJIBTATUBHBIX U IICUXOCOIHAIBHBIX YCIYT JHIAM C aTbOMHU3MOM CO CTOp O-
HBI 3aMHTEPECOBAHHBIX YYACTHUKOB CHCTEMBI 3[paBOOXPAHEHUS B rOCYIapCTBEHHOM
U YacTHOM CEKTOpax; MPOBOJUTHCSA OecIulaTHOE, JOCTYIIHOE M KauyeCTBEHHOE Jiede-
HUE ¥ peadMInTaIus Il ¢ albOMHU3MOM, ¥ KOTOPBIX BBISIBICHBI PAaK KOXKH, COJTHEU-
HBIE 0XOTH WIJIM TPOOJIEMBI CO 3peHHUEM.

81. MuHHCTEPCTBO 3ApaBOOXpaHEHHs B MapTHepcTBe ¢ HammoHanbHON OONBHU-
e B AOymxe n @oHIOM IToMOIM abOMHOCAM KOOPAMHHUPYET OCYIIECTBICHHE TP O-
eKTa OeCIIaTHOTO JICUEHMsI paka KOXH, KOTOpPOE HEMOCPEICTBEHHO CII0COOCTBYET
MPEeAYNPEeXKACHUIO TNpexaeBpeMeHHoll cMmeptu. [lo mapopmanun PoHnga momomu
anpOMHOCaM, OecryaTHas MEIMIMHCKAs MOMOINb OblTa okazaHa Oonee yeM 4 000 nu-
aM ¢ anbOMHU3MOM, UMEIONIMM pak Koxu®, K 4hcily OCHOBHBIX HMEIOMIUXCS Ha Ce-
TONHSIIHUKM J€Hb IpoOJieM B paMKax JaHHOTO HMPOEKTa OTHOCSTCS HEN0CTaTOYHas
WHTErpalys WIM y4acTHEe CEKTOopa 31paBOOXpaHEHMs, (pUHAHCHPOBaHUE JICUCHUS U
JOCTYNl K HEMY, NOCKOJBKY TPaHCIOPTHBIE pacxoabl B AOyIXKe OCTAlTCS YpEe3BBI-
YalHO BBICOKMMH JUIsI OONBIIMHCTBA JioAe, a cyocunaun donga momomu anbOuHO-
caM JUIsl ATUX LeJeH SIBISI0TCS OTPaHUYECHHBIMU.

Ob6benunennas PecnmyOanka Tanzanua u Manasu

82. B O0benunenHoit PecmyOnuke Tan3anms m ManaBu MOOUIBHBIC KIWHUKH,
0COOCHHO MPUHHUMAIOIINE JIUIl C allbOMHU3MOM, MMPOKUBAIONINX BHE FOPOJACKHX L€ H-
TPOB, OKa3ajd BeChbMa MO3UTUBHOE BO3JCHCTBHE Ha MPO(IIAKTHKY U JCYCHUE paka
KOXH, PaBHO KaK M Ha 00ecCIeueHre Pa3yMHOTO IPUCIIOCOOICHUS IS JIUI], UMEIOITUX
MPOOIIEMBI CO 3pPCHHUEM.

83. B OObenunenHoit PecnyOnnke Tansanus PernonanbHbIil ydeOHBIH LEHTpP
JePMaTOoJIOTUH MpH XPUCTHAHCKOM MEIUIIMHCKOM IeHTpe Kuimmanmxkapo paspabo-
TaJl BCEOOBEMIIIONIYIO NMPOrpaMMy JIEYEHHUs JIMI C albOMHHM3MOM. DTa mIporpamma
BKJIIOYAET B Ce0sl pEerucTpaluio 1 MepuoJIndecKiuil MEIUIIMHCKUNH OCMOTp JIUIL C aJlb-

84

85
86

Diana Wangari, “For people with albinism living in Africa, Kenya offers a haven of hope”,
Star (Kenya), 10 October 2017.

National policy on Albinism.

Cwm. albinofoundation.org.
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OMHHM3MOM B pa3HBIX pETHOHAX CTPAaHBI; IPEJOCTABICHUE OCCIJIATHBIX JEPMATOJIOT H-
YECKUX YCIYT; MPOCBENIEHNE U MMOBBIIICHNE OCBEIOMIICHHOCTH O Ba)KHOCTH 3aIIUTHI
OT COJIHIIA; W pacIpOoCTpaHEHHE MaTepHalioB O 3allUTe OT COJHIA. Peamm3yemas
coBmecTtHO ¢ «Kmnmumanmxapo canckpua» («KumnuCan») u «CTI3HIHHT BOHC», 3Ta
nporpamMma oxBaTbiBaet 10 pernonoB u 2 000 nun ¢ anbOMHU3MOM.

84. Kpowme Toro, B paMKax 3TOH MpOTpaMMBbl IPOM3BOICTBEHHBIM IOIPa3ICICHIEM
«KunumaHmKapo CaHCKPUH)» OPTAaHM30BAaHO M3TOTOBJICHHE  CONHIE3ANUTHBIX
CpPeICTB Ha MecTax. JTO MoJpa3jeieHine o0ecredynBaeT MPOU3BOACTBO U OeCIUIaTHOE
caabxkenne «KmnuCaH», cOIeHCTBYeT HCIOIB30BAHUIO MECTHBIX PECypCcOB M CTpe-
MHTCS U30eraTh 3aBHCUMOCTH OT BHEIIHHUX IOXEPTBOBAHUH KOMMEpPUYECKOW COIIHIIE-
3al[UTHON NMPOIYKLHH.

85.  DTo M3roTOBICHHE COJHIE3AIMMTHON NPONYKUUH OTBEYAeT peajusM U IO-
TpeOHOCTAM JHIl C aTbOMHNU3MOM, o0ecTeunBas UX HAYWHAS C HA30BOTO ypoBHsA. Ta-
Kasg MPOAYKUHSA oOecreynBaeT Mo MeHbIeld Mepe 30-IPOLEHTHYIO 3alIUTy OT COJH-
1a, a TaKkKe 3alUTy OT YAbTpadHOoJIETOBOrO MU3NydeHHUs cuekrpa A u B. IIpousBon-
CTBEHHOC IOJPA3JeICHHe COBMECTHO ¢ MEAMLIHMHCKHMH pPaOOTHHKAMH, IEPMAaToJO-
ramMM U OPeICTaBUTENIMH IPaXKIaHCKOTO 00llecTBa, B ToM uncie ObmecTBa anbOu-
HocoB TaH3aHWU W opraHu3anuu «CTIHIUHT BOKC», KOHTPOJUPYIOT paclpeaeicHue
OPOAYKLIHH, B TOM YHCIE HPOBOIAT OLCHKY U MHPOPMHUPOBaHUE 00 HCIIONB30BAHHH
CONHIIE3AIUTHBIX cpeacTB?’.

86. Kpowme toro, B 2018 rony Accommamus iuI ¢ anbOnHN3MOM MaiaBu B OpsI -
KE HKCIIEPUMEHTa MPUCTYNHUT K IPOU3BOACTBY COJHIE3AIIUTHBIX CPEICTB B ACBATH
paiioHaX B OXHJAAaHUW 3aIlyCKa MOJNHOMAacITabHOTO mpou3BoacTBa B 2019 mm
2020 rony. DTa MHMLMATUBA KOOPAUHUPYETCS MPAaBUTEILCTBOM, yupexaeHuamu Op-
ranm3anun O0penuHeHHBIX Hanmit n «KunuCany» u npencrasiser co0oif Hemocpen-
CTBEHHOE MPOJOJDKEHHE padOTHl 1O BHIIIOTHEHWIO pekoMeHnannii HesaBumcmmoro
9KCIIEpTa, KOTOpble OBUIM CGHOPMYIMPOBAHBI 10 HMTOTaM €€ I0E3AKH B CTpPaHy
B 2016 rony.

JApyrue Mmepbl pearupoBaHus

TexHUYeCcKHE Mepbl

87. CymecTBYIOT CIIEIHAIN3UPOBAHHBIC YUPEXKACHUS U OpTraHU3AINH, TPEIOCTaB-
JA0IMKEe HHOOPMAIUI0 O TEXHUYECKUX BO3MOXHOCTSIX peuIeHUs mpoOiem, cBs3aH-
HBIX C aJbOMHMU3MOM, BKJIIOYash yCTPOWCTBA IS yAy4YIIEHUS 3PEHUS W 3allUTHl OT
COJIHIIA. DTO BaXXHO, MOCKOJBKY TaKHe YCTPOHCTBA — OT/EJIBHO UM BMECTE B3SATHIC —
MOTYT OBITH YacThIO PAa3yMHOI'O NMPHUCIOCOOJIEHUsS ISl KaXKAOTo JIMLA C allbOWHU3-
MoMm. Hanmpumep, HanmonanpHast opraHu3amnusi 1mo BOIpOcCaM albOWHHM3Ma W THIO-
MUTMEHTALUN DPETYIIpHO OOHOBIAET TEXHMYECKYI0 MHpOpManui 00 ycTpolcTBax
JUISL YIy4IIEHHs 3peHHs], B TOM YHclie 00 yBEIMYHMTENIbHBIX NPUOOpax, MUKPOCKOIaX
U TEJEeCKONaxX, HEONTHYECKUX YCTPONCTBAX M CTPATEruAX IO YIYUYIIEHWUIO 3PEHUS.
AHanornuHbeIM o0paszom Hanumonanpuas MenuuuHckas Oubnnorexka CoelMHEHHBIX
IlItaTroB AMEpUKH TPENOCTABISET B PEKUME OHJIAHH MEAMIMHCKYIO MH(POpPMAIHIO
00 anp0MHU3MeE, BKIIIOYass KOHCYJIbTHPOBAHHE IO BOIIPOCAM T'€HETHYECKOI'0 TECTUP O-
BaHMS IS ONPEENICHHs TUIa allbOMHNU3Ma U Paclo3HaBaHUs €ro NMPU3HAKOB U CHMII-
TOMOB, 0COOEHHO B CBSI3U C HapyIIEHUSIMH 3PEHUS U 3aIlUTON KOXKHU.

88. B KyseliTe Bo Bcex OONbHHIIAX HPEAOCTABISAIOTCS TEXHUYECKHUE YCIYTH H
MPUMEHSIOTCS MTOAXO/BI Il 00ecredeHus MOJHOW JIMAarHOCTHUKH, BKJIIoYas (U3HYe-
CKHMI 0CMOTp, OIIMCAaHNE U3MEHEHHUI B MUTMEHTANNH, AeTajJbHOEe 00CIel0BaHNE TI1a3
¥ T€HETHYECKOE TeCTHpOBaHUE®,

& Nudopmanus, nonydennas ot «KunnCany.
& Marepuansl, npencraBiacHusle KyseiiTom.
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JocTyn K XMpypru4ecKumM onepanusiM u 0ojiee cienuajIu3unpoBaHHOMY
JIe4eHH 10

89. K umcny XHpypru4ecKux omepanuii, HeOOXOAMMBIX IS JICUCHUS HapyIICHUN
3pEHHSI, MOTYT OTHOCHUTBHCS ONEPALHH MO YCTPAHEHUIO KOCOINa3us B KaueCTBE JIHOO
¢yHKIIMOHANBHOU (ynydmeHue nepudpepudeckoil pysun), 1ud0 KOCMETHIECKOH TIp O-
nenypsl. JleueHne paka KOXKH, B TOM YHCIE B CIydae IMOBBIIICHHOTO PHUCKAa KOXHOU
MEJIaHOMBI, HE SBISAETCS cenn(UIecKuM A alb0MHOCOB M BKIIIOYAET B ceOs KpHO-
reHHOE JledeHHe, PaJHOTEPAIIUI0 U XUMUOTepanuo ™,

Mepbl paHHero BMelIaTeJbCTBA: PerucTpanus, KOHCYJIbTHPOBAHHE
U MOAroTOBKA MeJcecTep U MeAUIUHCKUX PAa00THHKOB, 0CO0EHHO B 0oee
OTAAJICHHBIX pailioHax

90. OpHoi#l W3 BaXXHBIX MEPBBIX MEP PEAarHpPOBAHUS C LENbI0 YIyUYIICHHS COCTOS-
HUS 3/0pPOBBSl JHUI| C aJbOMHU3MOM SBISETCS HMX pPETHCTPALUA TPUH POXIACHUU.
3TO0 Ipexae BCEro AaeT BO3MOXXHOCTh HH(OOPMHUPOBAHUS U KOHCYIbTHPOBAHUSI MaTe-
pu U ceMbH 00 anbOMHU3ME M Mepax IO 3al[UTe KOKM W WCIPABICHUIO HAPYIICHUH
3peHHs 1mo Mepe pocta pebeHka. IHpopMupoBaHHE M yXOX HAa paHHEM 3Tale MOBBI-
IIAIOT MAHCHl Ha HAaWBBICHIMI JOCTHXUMBIM YPOBECHB 3/10pPOBBS JIUII C AIbONHU3MOM.
Tem He MeHee yCIOBHS XpaHEHHsS BHECEHHOM MH(OpMAIMU JOJDKHBI 00ecIeunBaTh
HaJUIe)Kalue TapaHTUH NpaBa Ha HEIPUKOCHOBEHHOCTh YaCTHOMN JKM3HHU M HE IOy C-
KaTh HMCIOJB30BAHMUS ITHUX IaHHBIX IS COBEPIICHUS HANaJCeHWH, NMCKPUMHUHAIUN
WU APYTHX HE3aKOHHBIX aKTOB.

91. MHoOTOYHCICHHBIE NCCIEAOBAHMS MOATBEPHKIAI0T HEOOXOANMOCTh MOBBIIICHUS
OCBEJIOMJICHHOCTH W TOATOTOBKH MEICECTEP U MEAUIHHCKAX PAaOOTHHKOB IO BOIPO-
caM aipOMHHU3MA, 0COOCHHO B OTJAJCHHBIX paloHaxXx. B 3TOM OTHOMIEHHH MPUMEPHI
nepenoBol NpakTHUKKH Obutm oTrMedeHsl B IOxHOW Adpuke, rae ocymecTBiseTcs
KJIIMHAYECcKas MporpaMMa reHeTHUecKod nHpopManuu. ITa nporpamMma, peainsanus
KoTOopoi Hawdamack B 1990 roxmy, dyHKIHOHHpPYeT B (hopMe CBOETO poja pPaHHETO
BMEIIATENbCTBA CIEAYIOIUM 00pa3oM: cTapiiue MeJICEeCTPhl B KPYIHBIX CEIbCKHX
0O0JBHUIAX, POIIEIINE MOJTOTOBKY 110 BOIPOCAM MEAMIIMHCKON T'eHeTHKH, Gpopmu-
PYIOT CETh CIIEIHAJINCTOB, BBISBISIOMINX MJAJCHIEB ¢ OOMMMH T€HETHYECKUMHU OT-
KJIIOHEHUSIMH TIPU POXACHHH, W 00ECHNEeYHBAIOT HENOCPEACTBEHHYIO HOIICPXKKY H
KOHCYIBTAaTUBHYIO IOMOIIb ™.

92. KoHcyneTHpOBaHHE MaTepeil WMeeT Ba)KHOE 3HAUYCHUE IS MPEOJOJCHHUS
HEBEXKECTBA W JOXKHBIX MPECTaBICHUN 00 anbOMHNU3ME W TOOIIPCHUS MPU3IHAHUSI UX
nereil. OHO TakKe MO3BOJACT MOJTYYUTh COBETHI OTHOCUTEIBHO HEOOXOIUMOTO yXoIa
U1l Ipo(HUIaKTUKU paka KoXd. Kpome TOro, KOHCYITHpPOBAaHHE MaTepell MOXKET
MPEeJOTBPATUTh IeTOyOMHCcTBO Onaromapsi pa3BeHBaHHUIO MH(POB 00 anbOMHH3ME.
B 3T0i CcBSI3M MpWOpPHUTETHOE BHUMAHHE CIEAYET YACISATH IMOATOTOBKE aKyIIEpOK U
TPaJAMIHMOHHBEIX MOBUTYX IO BompocaM anbbunuszma®. B fnomonHeHue K KOHCYIBTH-
POBaHHIO JOJKHEI MPENOCTABIATHCA HEOOXOMUMbBIE MaTEpHUalbl O MepaX Ha paHHEM
srane. Hanpumep, MeauuuHckuil renetuyeckuil nenTp Kyselita npenpocraBiseTr po-
JIUTENSIM WHCTPYKIUHA W DPEKOMEHIAIHH OTHOCHTEIBHO MEp IIPEIOCTOPOKHOCTH,
C TeM 4TOObl IOMOYB AETAM BHIPaboTaTh y ceOs HaBBIKU yX0Ja 3a cob6oii ™,

OxBaT 3aTPOHYTBIX JIIO/ACH

93. B xoie »MHAEMHOIOTHYECKOIO HCCIENOBAaHUS 110 BONpOcaM ajlbOMHU3Ma B
crpaHax A¢puku K rory ot Caxapsl, npoBeneHHoro B 2006 rogy Ha OCHOBE JKCIIEp H-
MEHTAJIBHOTO o00clieoBaHUsI BceMupHOW oOpraHu3anuu 31paBOOXpPAaHEHHS, OBLIO
N3Y4YEeHO TOJIOKEHNE JIUIL ¢ aJIbONHU3MOM B AdpuKke, ObIJI0O OTMEYEHO, 4TO B Apuke,
110 OLIEHKaM, NMPOKMUBAIOT JIECSATKH THICSAY JIOAEH ¢ anbOMHM3MOM, M OBII oOpalleH
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United States of America, Department of Health and Human Services, National Institutes of
Health.

P.M. Lund, “Oculocutaneous albinism in southern Africa”, p. 170.

Marepuansl, npeactaBieHabie COIO30M JIHI ¢ AJIbOMHU3MOM HCTOKOB Hiuuta.

Marepuansl, npencraBiacHusle KyseiiTom.
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VI.

NPU3bIB K AKTUBU3AIMH JEATEIBHOCTH 1O MOBBIIICHUIO OCBEIOMICHHOCTH M PACII -
PEHHIO YMCIIa MEPONPUATHH B 06MACTH 37paBOOXPAHEHHsS IS aJeKBATHOTO YAOBJIE-
TBOPEHHUS MEJUIMHCKHX, MCHXOJOTMYECKUX M CONMATbHBIX MOTpeOHOCTEH et ¢
anbOMHU3MOM. B HccieloBaHUM GbLIO PEKOMEHIOBAHO BBIPAGOTATh OTBETHBIE MEPHI
CHUCTEMBI 3paBOOXPAHEHHs JUIsl MOBBIIICHUA BHUMAHHUS K JIMIAM C albOMHH3MOM C
Y4ETOM HMEIONIUXCA OLEHOK M CIOKHBIX COIMATBHBIX MPOGIEM, C KOTOPBIMH CTal-
KUBaeTcs 3Ta rpynna aun’®,

94. BaXHO OTMETHUTH, YTO BBHIMICYIIOMSIHYTOE MCCIEJOBAHHE MPOBOIHUIOCH A0 JKe-
CTOKHMX HaraJeHUH Ha JUI C aJlbOMHU3MOM, BIIEPBEIE MOMYIUBIIAX MEXIYHAPOIHYIO
ornacky mpumepHo B 2006 roxy, u, TakuM oOpa3oM, HE COAECPKHUT YIOMHUHAHHS O
HUX. MOXHO C YBEpEHHOCTBIO CKa3aTh, YTO PEKOMEHIAINS HCCICIOBAaHUSA OTHOCH-
TEJIHPHO PACIIHPECHUS MOAACPKKH BCEM TEM, KTO HETOCPEICTBEHHO CTPAgaeT OT ajb-
O0mHU3Ma, cTana emie 0oyiee HaCYIIHOM C y4eTOM ITHX HalaJeHUH, MOCKOJIBKY B CO-
0o0mIeHNAX, ToNydyaeMbIXx He3aBHCHMBIM JKCIEPTOM, YKa3bIBACTCS, YTO OT ITUX
HammaJIcHU{ IPsIMO HJIM KOCBEHHO TaKXKe CTpamaroT WieHbl cemeil. C ydeToM 3ToH cH-
tyanuun PoHx moOpoBONBHBIX B3HOCOB Opranmsanmum OObenwHEHHBIX Hamuit nis
KEPTB MBITOK MPEJOCTaBUI (UHAHCOBBIE CPEICTBA TPaXTaHCKOMY OOIIECTBY C Iie-
JMBI0 OKa3aHUS MEAUIIMHCKOM, MCHXOJOTHYECKOM M CONHMATBHON MOMOIIHM MOABEPT-
MIKMCS HamaJeHHUSIM JHUIAM C allIbOMHU3MOM U HX CEMBbSM.

95. OpraHm3anuu rpaxaanckoro odmectsa B O0bennmHeHHON Pecnyonuke Tan3a-
Husl, Takue kKak «CToHAuHT Bolic» U «[loxg omgHUM cCOTHIEM)», TaKKe CTPEMATCS yHO-
BIICTBOPSATH MOTPEOHOCTH B OKa3aHWU IOMOIIX YJE€HAM CEMEH JIMIl ¢ albOMHU3MOM,
OpTaHu3ys ACSATENBbHOCTh KCHCKHX TPYII IO BCei cTpaHe. B cocrtaB »TuUX rpymn
BXOISAT JKCHIIMHBI C aJbOMHU3MOM H MaTepH AeTeHd ¢ anmpbOMHWU3MOM. Pa3mmuHbie
TPYIIIB TPAXKIaHCKOTO 00MIeCcTBA Tak)Ke COOOMAIN O IPOBOIUMON UMH HH(OpMAI -
OHHO-TIPOMATaHIUCTCKON paboTe cpely WICHOB ceMel JIUIl ¢ aNbOMHN3MOM B paMKax
cBOEil OOBIYHON HeATEeNbHOCTH. TeM He MEHEe 3TH ACHCTBUS SIBISIOTCA JUIIb Kamaei
B MOpe, MOCKOJIBKY YacTO OHU HMPOBOMATCA OT cliydas K CIy4aro, He SBISIIOTCS CH-
CTEeMaTU3UPOBAHHBIMA H TIO3TOMY UMEIOT OTPAaHWYCHHBIN OXBAT.

BbiBOABI M peKOMeH1aU U

96. OcHoBHbIe Mpo0JeMbl B IJIaHe 3A0POBbSl, ¢ KOTOPHIMH CTAJKHBAKTCHA
Juna ¢ albOMHU3MOM, 2 HMEHHO HapylleHHUsl 3peHHsl, BbICOKasl ySI3BUMOCTb K
PaKy KoOKHM U 3a0J1yKAeHUSA OTHOCUTEJIbLHO AJIbOMHU3MA, U3BECTHBI HA MPOTSIKe-
HHUHU Ooslee mMoayBeka. B HacTosimee BpeMsi HeyCTaHHYI0 pabdoTy IO pelIeHHIO
3THX NMpodjaeM BeAyT MOABJSIOLIMECS OPTaHU3ALMHU JHUI ¢ AJLOMHU3MOM U APY-
rue OPpraHU3aluy rpa’kIaHCKOro o0lecTBa HAa OCHOBE NMPOBOAMMBIX B 3TOii 00-
JacTH ucciaeaoBanuii. Tem He MeHee 3TH Mepbl NO-MPeKHEeMY He00X0AMMO UHTe-
rpUpOBaTh B MOJUTHKY H CTPATerduu B 00J1aCTH 3IPpaBOOXpaHeHHUs] BO BCeM MHU-

pe.

97. B »3To0ii cBa3n He3aBucuMBbI 3KCIEPT peKOMeHIYeT TocylapcTBaM-
YJleHaM, 0CO0eHHO rocyiapcTBaM, B KOTOPBIX COBEpPLIAIOTCS HamaJeHUsl U B KO-
TOPBIX 3TOT BONPOC He ObLT BKJIIOYEH B CTPATeruu B 00J1aCTH 31pPaBoOXpaHeHN ,
cleaylolue Mepbl:

Oo6uue Mepsbl

a) paccMaTpUBATh CBSI3aHHbIE CO 3[I0POBbEM aCHEKThI aJbLOMHU3MA B
KavecTBe NPodJIeMbl rocy1apcTBEHHOI'0 3IPABOOXPAH EHUSI;

b) o0ecnevYuTh NpUHATHE 0CO0BIX MEp B OTHOUICHHUM JHUI C AJbLOMHM 3-
MOM B paMKax CTpaTeFHﬁ, peryjiupyromux Bonpochbl 3/I0poBbsi U HHBAJUAHOCTH,
a TaKKe yqeﬁm)lx nporpamMm aJsd CriequajJucToB B odJacTu 3ApaBOOXpaHCHHUSA.
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98. B aToii cBsi3u He3aBHCUMBIii IKCNIEPT TaKkKe PEKOMEHIYET rocyIapcTBam-
YjieHaM:

a) BKJIKYUTH B YHUCJI0 YCJIYI, OKa3blBaeMbIX CYIIECTBYIOIIUMH MeaM-
INUHCKUMH HEHTPaAaMH, KOHKPETHBIC YCJIYI'! AJs JUI € aﬂbﬁl’ll-ll(lZiMOM;

b) NMPeA0CTABUTH CHENUATUCTAM CHCTEMBI 3IPABOOXPAHEHUN PYKOBO-
Asilue yKa3aHHMs MO YXOAY B OTHOLIEHHMH JHUI ¢ AJbOMHU3MOM H 00eCleYUTh,
4yTO0bI NMOATOTOBKA MEIMLUHMHCKHUX Pa0OTHUKOB, B TOM 4HucJe 0(PTalbMOJIOTOB,
JepMaToJIOTOB W MeJcecTep, OXBAaThIBaJIa TeMbl, Kacawliuecsi aJbOMHHU3MA U
3aIIMTHBIX Mep;

c) o0ecne4YuTh BKJIKYEHHE BONPOCOB AJbOMHM3MA B IPOrpaMMbI paH-
Hero BMeNIaTeJbCTBAa B 00JIaCTH 3PABOOXPAHEHUS, B TOM YHCJe pPacHpocTpa-
HeHHUe NoApoOHO MHpopMALUN ¥ PeKOMEeHJalMil B OTHOLUEHUH MeJHMLUHCKOIo
yxona;

d) paspaborath 0co0ble, KOHKpPeTHble M HMMelIMe YCTAHOBJIEHHBIE
CPOKM IJIAHBI IeCTBMH 10 BONPOCaM aJIbOMHHU3MA;

e) o0ecne4YuTh ONEpPaTHBHOE OKA3aHUWE MEAMUIMHCKON M NCUXO0JIOrUY e-
CKOIf MOMOIIHM KEPTBAM H HX CEMbSIM;

f) ofecne4uTh, YTOObI MPABO HA HAUBBICIIMH JOCTUKMMbIH ypOBeHb
¢u3nYecKoro u NCUXUYECKOro 310POBbsl OCYUIECTBJSJIOCH 0e3 Kakoil Obl TO HHU
ObLJIO JUCKPMMHHALMH, B YACTHOCTH B OTHOLIEHUH JIMI[ C AJIbOMHU3IMOM;

2) NPUHUMATh, 10 Mepe Heo0X0AUMOCTH, CrelHaIbHbIe MePbI C LeJbI0
rapaHTHPOBATh PAaBHBIH JOCTYN K MeIHMIHMHCKOMY OOCJHYKMBAHHUIO ISl JIML C
anpOuHn3MoM. Takue Mepbl JOJKHbI OCHOBBLIBATHCS HA CTATHCTHYECKHX JaH-
HBIX U NMOAKPeMJIsATLCS JOCTATOYHBIMU (PMHAHCOBBIMH CPEACTBAMU;

h) cucTeMaTHYeCKU cOOMpaTh JaHHbIE 0 JHUUAX ¢ AJ1bOMHU3MOM, B TOM
ypcje mpu c6ope TAaHHBIX MO BOMPOCAM 3I0POBbA W WHBAJIUIHOCTH, 100aBUB
KOHKPeTHbIH BOnpoc 00 ajb0MHHU3Me B BONPOCHUKH NPH NPOBeICHUHU Tepen u-
ceil HaceJIeHHUs ;

i) NPUHATH NOJUTHKY B 00JIaCTH 3APAaBOOXpPaHEHMsl [Jsl pelleHus
npooJieM, 3aTparuBaOIMX JUI ¢ AJIbOUHU3MOM, U 00eceYuTh UX BCECTOPOHHEee
yyacTue B nmpouecce pa3padoTKu TAKOW MOJUTHKU M NPOBeAEHUHU MepPONpUsITHIi
MO NMOBBINIEHNIO 0CBEJOMJIEHHOCTH 0 TAKOIi MOJINTHKeE;

1)) obecne4uTh, 4YTOOBI Mepbl, Kacalouuecsi NpaBa Ha 310POBbe JIUI €
aTb0OMHNU3MOM, BXOAHWJIN B KPYI BeleHHs YYpeKIeHUs, 3aHNMAIOLIerocsi 3TUM
BONPOCOM, HANIPUMEP MUHHCTEPCTBA, OTBEYAIOLIEro 3a 3iPABOOXPaHEHNE;

k) ofecne4yuTh, YTOObI yUpexXJAeHUue, 3aHUMAalolIleecsi ITUM BOINPOCOM,
HanpuMep MHUHHCTEPCTBO 3APABOOXPAHCHNS, BBINOJIHSAJIO CBOIO 3a1a4y B KOOP-
AMHAIUN C IPYTHMH COOTBETCTBYIOINMMH YYpPE:KIACHUSIMH, BKJIKOYasi, B YaCTHO-
CTH, YYpEe:KIeHHs 110 BOIIPOCAM HHBAJINAOB, 00pa30BaHUs, TPYAOBBIX PECYypCOB U
COLMAJILHOM 3aIIIUTHI, 4 TAK/KEe TEMH, KTO 0TBe4aeT 3a IPaBa KeHIIUH M JeTei.

99. B OTHOIIEHHMH paKa KOKM W HapymeHuii 3penusi He3aBucumblii 3KkcnepTt
PeKOMeHyeT rocylapcTBaM-4JIeHAM:

a) 0e3 majbHEHINNX 3a/iep:KeK BKJIIYHTH COJIHIE3AIMTHBIC CPeACcTBA
B Nlepe4YeHb OCHOBHBIX MeIHMIUNHCKUX TOBAPOB;

b) of0ecne4yuTh HaJU4YMeE, NOCTYNHOCTH, NMPHEMJIEMOCTH MO HeHaAM H
HaJlJlexxallee Ka4yecTBO JieYeHUSI PaKa KoM 0e3 Kakoii-Jiu00 JTUCKPUMMHHALMM.
Takoe JeyeHHe NOJKHO BKJIKOYATH 0310POBHMTEJbHble MEPONPHUATHUA, a4 TaKKe
KOCMeTHYeCKUIl YX0a AJisi BOCCTAHOBJIEHUS] WMJIM YJIYy4YlIeHUS BHEUIHEro BHAA C
1eJIbI0 HelOMYLIeHHsl JajibHel el JTMCKPUMUHAIMY 10 NPU3HAKY BHEIIHOCTH;

c) NMPeAOCTABIATh JAOCTYNHbIE W NpHeMJeMble B KYyJbTYPHOM ILIaHe
NpPorpaMMsbl peadHJINTAIIMH, 0COOCHHO B OTHOIICHHUH PaKa KOXKH M HApPyIIeHHH
3peHud;
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d) NOJAePKUBATH HJIHM OPraHU3OBLIBATH U3rOTOBJIEHHME H pacnpocTpa-
HeHHMe NMPOM3BEIeHHBIX HA MeCTAaX COJIHIE3AIMTHBIX cpeAcTB, HanpuMmep «Ku-
auCan». PacnpocTpaHeHue J0JKHO CONMPOBOKAATHCS CAHUTAPHBIM MPOCBeL]e-
HHEM 110 BONIPOCAM MCIOJIb30BAHUSA TAKOH MPOIYKIHH;

e) nmoaaepKuBaTh nmepeaoBbie MeTO/1bl, TAKHE KaK NepeABUHKHbIC KJIU-
HUKH, IT€ OHU CYHIECTBYIOT, HJIM BHEAPATH TaKHE€ MEPbI;

f) o0ecrneyuTh BKJIOYEHHE B NMPOrpamMMbl, Kacawlluecsi HHBAJIH/IOB,
KOHKPETHBIX Mep B OTHOIIECHUH JIMI ¢ aJb0MHHU3MOM, B TOM YHCJIe pacnpeaele-
HHE YCTPOICTB AJIsl yIy4YlIeHUsl 3peHHusl B KauyecTBe CpPeACTBAa Pa3yMHOro mpu-
croco0JeHusi;

g) COeCTBOBATH BBO3Y B CTPAHY OYKOB U YCTPOMCTB B KauecTBe Me-
pPbl pa3yMHOIo npucnocod/aeHns, HapuMep, NyTeM OTMEHbI HAJIOTOB M AIMUH U-
CTPAaTHBHBIX PAaCX0/10B, CBSI3AHHBIX ¢ BBO30M TaKHX TOBAPOB.

100. UYro kacaercss BHEIIHHMX YCJI0BMiH, KOTOpPble HETAaTUBHO CKA3BIBAKOTCH HA
OCyLIEeCTBJIEHMH NPAaBAa HA HAUBBICIIMHA JOCTH:KUMBIA YpOBeHb (PU3MUECKOIO U
NMCHUXHYeCKOro 310poBbsi, T0 He3aBHCHMBIii 3KcNepPT BHOBBL NMOATBEPK/AaeT CBOU
npeabiAyliie PeKOMEHIAUHH 0 TOM, YTO rocylapcTBaM-4jJleHaM, 0COOEHHO TeM
U3 HUX, B KOTOPBIX ObLIM OTMe4YeHbl HANIA/IeH s, CIeayeT:

a) NPOBECTHU YIIyOJeHHOe HUCCJIelOBAHNEe NTePBONPUYMH HANAJeHU Ha
JINI € aJbOMHU3MOM, BKJIKOUYAsI BUAbI BPeJHOH NMPaKTHKH, CBSI3AHHBIE ¢ KOJII0B-
CTBOM;

b) paspadarbiBaThb U HNPOBOAUTH [0JIOCPOYHbIe HH(OPMALMOHHO-
NPOCBEeTHTEJIbCKHE KAMIAHUH, NMOCKOJbKY OHH MMEIOT KpaliHe BaKHOe 3HaYe-
HHe JUIS JUKBHJAUMM BPeJHOIi NMPAKTHKH U IIHPOKO PACNPOCTPAHEHHBIX MHU-
(¢oB, KOTOpbIEe HEraTHBHO CKA3BIBAIOTCSI HA OCYLIECTBJIEHUH NMPaB YeJOBeKa JH-
IAMH ¢ AJbOHMHH3MOM;

c) nmepecMOTpPeTh W AJANTHPOBATH HOPMATHBHO-TMIPABOBYIO 0a3y, ecju
3TO0 HEO00X0AHUMO, JAJs1 o0ecmedeHusi TOro, YTo0bI OHA OXBATHIBAJIA BCe ACIHEKTBI
HanmaJeHud Ha JMI ¢ aJbOMHU3MOM, B TOM 4YHCJIe B CBSI3M € TOProBJjeil 4yacTaMHU
Tesa;

d) peryJupoBaThb NPAaKTHKY TPAAMLHUOHHON MeIULMHbI, B TOM YHCJIe ¢
NMOMOIIBI0 TAKHX MEXaHH3MOB, KaK /eHCTBYIOIIUI MOJ PYKOBOICTBOM MpaBH-
TeJbCTBA PEKMM JHMIEH3MPOBAHUSI I MOHMTOPMHIa KaK B TOPOACKHX, TAK U B
CeJbCKHUX paiioHaxX, M YCTAHOBUTHL Ha/lesKallue CTAHIAPTHI B 00J1aCTH TpPaaM-
IMUOHHOM MeIHIINHBI;

e) ofecne4uTh, YTOOBI COUHANbHBIE YCAYTH ObLIAM JOCTYNHBI JAJS JHI
¢ aJbOUMHU3MOM 0e3 KaKoi-1u00 IMCKPUMHUHAIMY U NPU Pa3yMHOM NPHUCIOCO0O-
JICHHH, B YACTHOCTH TAKHM 00pa3oM, 4TO0BI He NMOABEPraTrb MX AajbHelIen
CTUTMATH3AIMH WJIH BBIHYKIATh HX NOABEPrarbCcs BO3AeHCTBHIO COJHEYHBIX
Jy4deil B mpouecce MoJy4eHUsI IOMOIIU OT CONNAJIBHBIX CIYXKO;

f) COTPYAHHYIATH C OPraHU3ANUAMHU I'PAKIAHCKOIO OﬁllIECTBa, KOTO-
Pbi€¢ OKA3bIBAKOT MOAAEPIKKY JUIIAM C aJIbOMHHU3MOM H UX CEMbSIM.

101. He3aBHCHMBIH 3KCIEPT PEKOMEHAYeT IPaKIAHCKOMY O00IIECTBY U NpaBH-
TeJbCTBAM B X0J€ CBOeil paGoThl H B COTPYIHHYECTBE APYI C APYroM:

a) NMPOJ0JIKATh NMPOBEJACHHEe KA4eCTBEHHBIX HCCIeA0BaHUI 1Jis1 pa3pa-
00TKH roCyIlapCTBEHHOH NOJHUTHKH H 3((PEeKTHBHOI0 OCYHICCTBJICHHSI CTpAaTe-
IT'dii 3aI0UTHI OT COJIHIIA;

b) NoJAJdepP:KUBATh NMpOBeJeHUe HCCJIeJOBAHUII MO BONMpocamM pachpo-
CTPAHEHHUS U MHAEMHOJOTHYECKHX HCCJIe0BAHNI B KaueCTBe OCHOBBI AJISl pa3-
padoTKu 3(p(PeKTHBHBIX Mep;
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c) ny0JIMKOBaTh JaHHbIE, MOJY4YeHHbIE B X0/1e CBOeil padoThl, AJsl UX
HCIOJIb30BAHUSI B COBMECTHOI /J€SITeJIbHOCTH M NPH pa3padoTKe MOJUTHKH U
HA/IJIeKAIUX Mep;

d) NPOAOJIKATH NOBBIIIATHL HHPOPMHPOBAHHOCTD:

i) BKJIIOYATH KOHKPETHYI0 MHGOPMALHIO MO0 aJbOMHU3MY, B 4ACTHO-
CTH 00 YA3BHMOCTH K PaKy KOXH, B MPOrpaMMy HOATOTOBKHM MeJMIHH-
CKHX pPa0OTHHUKOB;

ii) o0ecne4YuTh OTCYTCTBHE NPENSITCTBUN /ISl NIPU3HAHUA JHML C AJlb-
OMHN3MOM B KayecTBe HHBAJIH/IO0B;

ili) ucmosb3oBaTh MeKAYHAPOAHBIH NdeHb pacnpocTpaHeHus HHGoOP-
Mauum 00 anbOMHU3Me B KayecTBe BO3MOKHOCTH JJisi MH(POPMUPOBAHUS
IHPOKOH 00IIeCTBEHHOCTH 00 ajJLO0MHH3Me M, KOrJa 3TO Heo0XoauMO,
NpOBeJeHUsl ¢ ITOH HeJdbl0 KaMIIaHMH B cpeAcTBax maccoBoii mHdopma-
MU,

102. He3aBucuMblid 3KcHepT pekoMeHAyeT BceMHMpHOH opraHu3zaunum 31paso-
OXpaHeHHUsI B OTBeT Ha PeKOMEHJalHH, BBICKa3aHHbIe B X0/e 3MUIeMUOJIOr Y e-
CKOI0 HCCJIeI0OBAHHS 10 BONPOcaM alb0MHU3MA, IPOBOAUTDH HJIH NMOJIEPKUBATH
AeTeIbHOCTh NMPABUTEJLCTB MO 00eCHEYEHHIO TOr0, 4YTO0BI aJdbOMHHM3M BOC-
NPMHUMAJICHA KaK npolJjieMa 31paBoOXpaHeHHUs], 0COOEHHO B CJy4Yae HanmaJeHUM
H/MJM B ciy4yae HCTOPHYECKOro npeHedpeskeHus: B yiep0 ocyliecTBJIECHUIO IPAB
YeI0BeKa JULIAMHU C aJIbOMHU3MOM.

103. He3aBucuMBbId 3JKCIEPT PpPeKOMEHAYeT MeKAYHAPOAHOMY COO00LIeCTBY,
B TOM 4YHCJIe MEeKIYHAPOIHBIM OPTraHU3alUAM:

a) NMO/IIePKUBATH YCHJIUSA MO OCYLIEeCTBJIEHHUIO PaBa HA 310POBbe JIMI
¢ aTb0MHU3MOM, B TOM 4YHCJIe PACIIMPSTH MacIITa0bl MPUMeHEHHUsI MepeIoBbIX
METOJ0B, BHISIBJIEHHBIX B HACTOSIIEM JO0KJade, H 00eceYnBaTh UX BKJIOYEeHHE
B CYIIECTBYIOIIHE MPOEKTHI B 00JIACTH 3IPABOOXPaHEHNS;

b) NOAJeP:KUBATh MpPOBeAeHHe 3MHUAEMHOJOTHYeCKUX HCCaeA0BaAHUM
10 BONpOcaM aJbOMHHU3MA 1Js1 cOopa JaHHBIX, HEOOXOAMMBIX AJS pa3padoTKHu
NMOJMTHKH B c(hepe 31PaBOOXPAHEHUST;

c) of0ecne4uTh, YTOObI — B YACTHOCTH B PEerHOHAaX, NOCTPAJAABIIUX OT
HanmajieHHH, — Mepbl MO TapaHTHPOBAHMIO NpaBa JHI ¢ AJLOMHU3MOM Ha
HAUBBICHIMHA JOCTHKUMBIN ypoBeHb (M3MYECKOr0 U NCHUXHYECKOro 310POBbA
ObLJIM BKJIIOYEHBbI B CYHIECTBYIOLMEe NMPOEKThI B 00JIACTH 3APABOOXPAHEHHUS W
NPOrpaMMbl 001Eero XapakTepa ¥ 4YTo00bl MIOMUMO ITOr0 pa3padarbIBAJNCH KOH-
KpeTHbIe MPOrpaMMbl H UM YeJsJI0Ch IPHOPUTETHOE BHUMAHHe.
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