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Hoxaan Cexkperapuara

PACITPOCTPAHEHHOCTB I'EMOIJIOBUHOIIATUH

1.  TI'emornoOuHONaTHH, B OCHOBHOM TaJlaCCEMUS M CEPIIOBUAHOKIIETOUHAS aHEMUS, SIBIISIFOTCS
HaCJIEJICTBEHHBIMU paccTpoiicTBaMu. B HacTosIee Bpemst 0koi1o 5% HaceneHust Mupa sIBJISIIOTCS
HOCHUTEJISIMH MOTEHIIMATFHO MAaTOJOTHYECKOT0 TeMOTTIOOMHOBOTO reHa (TO €CTh 3TO 370POBbHIE
JIOJM, KOTOPbIE MOJYYMIN OT POJIUTENIEH JUIIb OJUH MYTaHTHBIA reH). ExerogHo B mupe
poxnaerca 300 000 neteit ¢ cunapomamu Tanaccemuu (30%) WM CEPHOBUAHOKIETOYHOM
anemun (70%). B rmobGambHOM MacmiTabe MPOIEHT HOCUTENEH TalaCCeMHH BBIIIE, YeM
HOCHUTEJIE CEpPHOBUAHOKIETOYHOM aHEMHUM, OJIHAKO U3-3a OOJIbIlIed YaCTOTHOCTH
CEpIIOBHIHOKIJIETOYHOTO I'eHa B HEKOTOPHIX PETHOHAX YHCIIO TMOJBEPKEHHBIX 3TOW OOJIE3HH
HOBOPOKJICHHBIX OOJIbIIIE, YEM TaJaCCEMHH.

2. Hexoropsie rensl remornoounonaruu (alpha-thal, beta-thal u HbS) Brei3siBatoT anmbda-
TaJIACCEMHUIO, OETA-TATACCEMUIO U CEPIIOBUIHOKIICTOYHYIO aHEMHIO, COOTBETCTBEHHO, TOTIa KaK
napyrue (HbE u HbC) BbI3bIBatOT cepbe3Hble KIMHHYCCKHE MPOSABICHHS OOJIE3HH JIHIIbL B
COUYETaHWM C OJHHUM U3 BBIILIEyKa3aHHBIX reHoB. [lockosbKy 310poBbIe HOCUTEN! (110 25% B
HEKOTOPBIX TPYIIAX HACEIEHMsI) 3aLIUIIEHBl OT CMEPTENbHBIX MOCIEICTBUN Malspuu, 3TU
HACJIEJICTBEHHBIE aHEMHH MTEPBOHAYAIBHO OIPaHUYUBAIIUCH TPOITUKAMU U CYOTPOMTUKAMHU U UX
pacipoCTpaHEHHOCTh TaM ObLIa BeChbMa BBICOKOH. XOTS OJWH aHOPMAIbHBIA T€H MOXKET
3alUIIATh OT MAJISIPHH, HAJTMYHUE IBYX aHOPMAJIbHBIX T€HOB BEJIET K COCTOSIHUIO TeMOTTIO0OMHHOM
0oye3Hn W HE JaeT Takod 3amuThl.  bera-Tamaccemus sBiseTcss HaubOosee IMIUPOKO
pacmpoCTpaHESHHBIM PACCTPONCTBOM F'eMOTIIOOMHHOM CUCTEMBI B O6acceitne Cpen3eMHOro Mops,
Ha brmmxaem Boctoke u B Asun. Tspkenast anbda-tanaccemus dgacto Bcrpedaercs: B FOro-
BocTtouHoli A3uu, a ceprnoBUIHOKIIETOUHAsI aHEMHUS B OCHOBHOM pacIipocTpaHeHa B Adpuke.
Opnako pacrymas riobalbHas MHUTpalus MpHUBeJla K IPOHUKHOBEHUIO PacCTPOMCTB
reMOTJIOOMHHOI CHCTEMBI BO MHOTHE 30HBI, TJI€ TIEPBOHAYAILHO OHHU HE OBLIH SHACMUYHBIMH
(cm. Pucynok). B Coepunennbix IllTatax AMEpHUKH PHUCKY CEPIOBHIHOKICTOYHOM aHEMUH
noasepxkeHo 10% HaceneHus, a Ha ceBepo-3anane EBponsl - o 2% a0 9% npuHamiexar K
STHUYECKUM MCHBIIIMHCTBAM, TIOJIBEP)KCHHBIM PHCKY PACCTPONCTB TeMOTJIOOMHHON CHCTEMBI.
B nekotopsix ctpanax FOro-Bocrounoit Azuu 1o 40% HaceneHus: MOTYT OBITh HOCUTEISIMU
CEPbE3HBIX T'EMOTIOOMHHBIX MYTAlMi, YTO MPHBOJUT K TMOBBIIMICHHOW JOJE JCTeH,
POXKIAIOIIMXCS € TaJaCCEMUEH.



EB118/5

Kiannuveckue npu3Haku M jedyeHue!

3. Jletu c TajmaccemMuell 3a4acTyrO 370POBBI IIPH POKICHUH, OJJHAKO CTAHOBSITCS aHEMHUYHBIMU
B BO3PACTE MEXTY IIECTHIO MECSIIIAMHU | IByMsI TOJIJaMU. B OTCyTCTBHE TUArHOCTHKY U JICUCHUS
OOJIBIIMHCTBO YMHUPAET OT aHEMHUHM WU MHQEKIUIl B mepBble Tofbl ku3HU. [lamuentam c
TajacceMuerd HeoOXO0UMO peryssipHoe (pa3 B MecsIl WU B JBa MECSIA) BIMBAHUE KPACHBIX
KPOBSIHBIX TEJIEIl, C TeM YTOOBI MOJJACPKUBATH CPEIHIOI0 KOHIIEHTPAIUI0 TeMOTJIO0OMHA Ha
ypoBHe mipuMepHOo 9,0-10,5 r/mn. DTo JiedeHHe MOXKET YIYUIIUTh X COCTOSHUE 37I0POBBSI,
OJTHAKO, K COXKaJICHHWIO, JUIIb B KPAaTKOCPOUHOM IUIaHE. B pe3ynbrare MHOXKECTBEHHBIX
BIIMBAHUH HA TPOTSHKEHUM Psifia JIET Pa3IMYHBIE OPraHbl CTAHOBSITCS CEPbE3HO MEPErPYKEHHBIMU
KeJle30M U BO n30ekaHne CMEPTH B IOJPOCTKOBOM BO3pacTe HEOOXOIUMO PEryJIsipHO BBOJIUTH
MIOJIKO’KHO XEJaTHPYIOIlee BEIIECTBO, CBA3bIBaOIIEE jkene30. [lpu nedyeHnn coderaHuem
BIIMBAHUS KPACHBIX KPOBSHBIX TEJICIl M BBEACHUS XKEJIe30-XeIaTUPYIOIIETO Mperapara Ha paHHeM
JTarne W JajdbHeHIIeM ero MojaJep>KaHuu KayeCTBO >KHU3HM IAlMEHTOB MOXET ObITh OY€Hb
BBICOKMM, a TIPOTHO3 ONTHMHCTHYHBIM. MHorve manueHThl, MONyJYalolue TaKoe
KOMOMHHPOBAHHOE JICYCHUE, TIepeBATMIH Tajieko 3a 30 umu naxe 40 j1eT, a B CTpaHax ¢ BRICOKUM
JIOXOJIOM CPEAHSISI MPOIOJDKUTENBHOCTD JKU3HH MOCTETIEHHO MPUOIMKAETCSI K HOPMaTbHBIM
BenumurHaM. OJHAKO JaKe B Pa3BUTHIX CTPaHAX MOAPOCTKAM U MOJIOIBIM B3POCIIBIM BO3MOKHO
OyzeT TpyaHO COONII0IaTh TAKOH PEXUM JICUSHUSI.

4. B nedyenun Tamaccemum eire octaeTcsi MHOTO MmpoosieM. YcmenrHas pa3paboTka Ooree
IHPOKO TIOCTYIHOTO U MPUEMIIEMOTO IEPOPATIBHOTO HKEJIE30-XEIATUPYIOLIETO Mpenapara MOKET
penmTh MpobIeMy COOTIOICHUS PEKUMA JICUCHHUS B CTPAaHAX C OTPAHHYEHHBIMHU JIOXO/IAMH, T/IE
3a0071€Ba€MOCTh M CMEPTHOCTb, B OCHOBHOM, BBI3BIBAIOTCS OTPAHHUYCHHBIM JOCTYIIOM K
COOTBETCTBYIOLIEH MEAULIMHCKOM MOMOIIH. B TO ke BpeMs THIaTeIbHOE KITMHUYECKOE BEJICHUE
3HAUYUTENILHO YIIYYIIIaeT Ka4YeCTBO KU3HHU OOJBHBIX TaJlACCEMUEH U YBEIIMUMBAET OKUAEMBbII
cpok xu3HU. OJIHAKO MalKueHTaM 00Jiee CTapIIero BO3pacTa BO3MOXKHO MPUACTCS MUPHTHCS C
MHOECTBEHHBIMU MPOOIEMaMu, BKITIOUAst pAHHUI 0CTEONOPO3, CEPICUHYIO 00JI€3Hb, IETOUHYIO
TUTEPTEH3UIO B TNa0eT; HEKOTOPBIC U3 ITUX 3a00JIEBAHUH BHI3BAHBI YBEIIMICHHBIM OTIIOKEHHEM
JKeJe3a B DHAOKPUHHBIX JKelle3ax M KJIeTKax Muokapja. HM3-3a OoCloXKHEHUM, CBA3aHHBIX C
XPOHUYECKHUMH PACCTPOMCTBAMH TE€MOTJIOOMHHOM CHUCTEMBI, U TIOCIEAYIOIIMX TOJI0OB
WHBAJIUTHOCTH, TEMOTJIOOMHONATUN CTAHOBSTCS pacTyileld MpoOieMol MeAUKO-CaHUTapHOU
ITOMOIIIA BO BCEX 3aTPOHYTHIX pETHOHAX, HO OCOOEHHO B pa3BUBAIOIIEMCSI MUPE.

5. Y manueHTOB ¢ OeTa-TanacceMuei mepecaaka KOCTHOTO MO3Ta IIPUBOINUT K yCIiexy Ooliee
yeM B 90% ciydyaeB; Kpome TOro, OHa MEHEE JIOPOTOCTOAIIas, YeM OOBIYHOE JIEUECHHE Ha
MPOTSHKEHUH Beeil sku3Hu. Ha nmpakTuke, 0JJHaK0, COBMECTHUMBIX JOHOPOB yAAaeTCsl HANTH MEHee
yem g 30% s MalMeHTOB, W YCHEX OMepaldy 3aBUCUT OT WX BO3pacTa M KadyecTBa
KIIMHIYECKOTO BE/ICHUS, KOTOPOE 00eCIeunBaeTCsl UM Ha MPOTSHKEHUH Beel JKu3HU. Pemenue
MOMTH Ha PUCK MEPecagKu MOKET 0Ka3aThCsl OueHb TpyAHbIM. (DapmarieBTHUECKast HHIYKIUS

! TIpodunakruka, neyenue u BeeHHE CEPIIOBUIHOKIETOUHOM aHeMHH 00Cy kaauch McmoakoMoM Ha
ero CTo ceMHaJI11aToi ceccru, Ha KoTopol Obuta npuHsTa pesontonus EB117.R3 no ceprnoBuaHOKIETOYHOI
anemu# (cM. nokymentsl EB117/2006/REC/1 u EB117/2006/REC/2, npoTokos naToro 3aceaaHus).
[IaTeaecsaT neBsiTas ceccus BeeMupHoi accambiien 31paBOOXPaHCHHS TAKKE paccMaTpHUBalia BOIPOC O
CEPIIOBUIHOKIICTOUHOM aHemMuH (cM. ToKyMeHT AS59/9).
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CHUHTETUYECKOro reMorioonmHa F M reHHas Tepamusi BecbMa NEPCHEKTUBHBI Ul JIEYEHUS
paccTpoiCTB reMOrIOOMHHON CUCTEMBI, XOTS M TpeOyeTcsi MPOBECTH OOJIBIIE HCCIIeIOBAHUH,
0COOEHHO 110 TeHHOM Tepanuu. B 00ouX cilyyasX KIMHUYECKUE HCTIBITAHUS 1al0T OCHOBaHMS
JUI ONITUMM3Ma U HaJIeXK]l y OOJIBHBIX TaJlacCEMUEH.

6. BO3MOXHOCTh JMArHOCTHKU W JICYCHUS HEHU30EKHO TPUBOIUT K KyMYISATUBHOMY
YBEJIMUEHUIO YMCTIa MAlMEeHTOB, HYKJAIOIINXCsA B TOMOIIM. PacTyiias nmpogomKUTeIbHOCTh
YKU3HU TaK)Ke CITIOCOOCTBYET POCTY OOIIMX 3aTpaT B IEpecyeTe Ha OJHOTO MAIIUEHTa, YTO MOXKET
UMETh Cephe3HbIe (PMHAHCOBBIE MOCIEICTBUS JIJIS CTPaH, OCOOCHHO CTPaH C OrPaHUICHHBIMU
pecypcamu. JlecATUIETHHI TPOTHO3 MOKA3bIBAET, YTO MAJIsi OOJNBIIMHCTBA CTpaH Oyjaer
HEBO3MOKHO 00€CIIeUnBaTh ONTUMAIBHOE JICUEHUE BCEX MAIIMEHTOB. B 11emsiX BhICBOOOKACHNUS
pecypcoB, HEOOXOIUMBIX JJIsI aJICKBATHOTO JICYCHUS TEX, KTO OCTACTCS B KUBBIX, HEOOXOAMMA
s dextuHas npodunaktuka. Hanpumep, B Hagane 1980-x rogoB Ha Kunpe ynamocs n3oexarsb
no 95% poxaeHuil ¢ 0osie3HbIO Onarojapsi MPOBEACHUIO MOJUTHKU MPO(PUIAKTUKH. ITO
MEpOTIPUATHE CTAOMIIM3HPOBAIIO €KETOAHBIC 3aTPaThl HA YXO/ 3a MallMeHTaMU Ha MaJloi J0Jie
T€X pacxoioB, KOTOphIE IUIAHUPOBAIUCH 0e3 MPOPUIAKTHKH, U, KPOME TOTO, 3HAYUTEIHHO
YIYYIIUIOCH Ka4eCcTBO JICUEHUs, Mpe/uiaraeMoro OOJbHBIM TajacceMueid. Bce KOMIOHEHTHI
npoUIAKTUKA W JIEYCHHS CJIEyeT paccMaTpuBaTh BMeECTe, HEOOXOIUMO TOJICPKUBATH
COOTBETCTBYIOIINE HHUIIMATUBBI M IOCTENIEHHO BHEIPATH CIIY>KObI, HAUMHAS TaM, TJIe 3TO JIerye
BCEr0 OCYIIECTBUTH Ha MPAKTHKE.

IIpoduiakruka

7.  IIpodunakTuka TajacceMHUU OCHOBBIBAETCS HA BBISBICHHUH MOJBEP>KEHHBIX PHUCKY JIHI]
MOCPEACTBOM TMPOTrpaMM CKPUHUHTAa HOCUTENEeH WU HW3YYeHHUS UCTOPHIl CeMbH U
MPEIOCTABIICHUS aJICKBATHOW MH(POPMAIIUH O PUCKE U O BO3MOXKHOCTSX COKPAIICHUS TAKOTO
pucka. bera-tanaccemusi o0ianaeT yHUKaIbHBIM CBOMCTBOM: 3/J0POBBIX HOCHTENEH MOXHO
OTIpEeNATh MPOCTHIM, HETOPOTUM M TOYHBIM aHAIM30M KPOBU. TakuMm o00pa3oM, MOKHO
BBISIBJISITH TTAPBI HOCUTEIEH 1 HH()OPMUPOBATH O TEHETHYECKOM PHCKE JI0 TOTO, KaK OHH CO3/Ia TyT
ceMbto. CKPHUHUHT - 3TO HEJAOPOTON M JIOCTYITHBINA CIIOCOO BBISIBJICHUS HOCHTENCH, KOTOPHIN
MO>KHO TIpeJiaraTh B IIUPOKOIN raMMe CUTYallMi B Pa3IMYHBIX YCIOBHUSAX: B CpelHEH IIKOIIE,
niepe]] BCTYIUICHUEM B OpaK WM B )KEHCKUX KOHCYJIBTAIUsIX. [1apbl BEISIBIIEHHBIX TAKUM 00pa3oM
HOcUTeNeH HHPOPMUPYIOTCS O TEHETUYECKOM PUCKE U O BOBMOKHBIX BApUAHTaX €ro CHIKEHHUS,
KOTOpBIE OOBIYHO BKIIOYAIOT OPOJOBYIO JHATHOCTHKY.

8.  BoJBIIMHCTBO map, MOJBEPKEHHBIX PUCKY TalacCeMUH, OOpallaroTcs 3a JOPOJOBOU
JTUArHOCTHKOM remorynoounonatiu. CTaHAApTHBIA METOJ TUArHOCTHKHU - 3TO B3SITHE MPOOBI
BopcuHOK xopuoHOB W aHanu3 JIHK mpu cpoke 6epemennoctu 10-12 Henens. I[Iporpammer
CKPUHHUHIA U KOHCYJIbTUPOBAHUE MOT'YT IIPUBECTH K CEPHE3HOMY COKPAILEHUIO MOABEPKEHHBIX
00JIe3HN HOBOPOXKJIECHHBIX. ITH MPOrpaMMbl MOKHO aHaJIU3WpOBaTh Onarogaps Oecemam ¢
POIUTENAMU, HMEIOIIUMU OONBHBIX JeTed, XOTd y HHUX ObUT JOCTYH K CKPUHUHTY U
KOHCYJITUPOBaHHIO. B OOJBIIMHCTBE CiIydaeB POXIEHHE 3aTPOHYTHIX OOJIE3HBIO JeTel
SBIISIETCS PE3YIHTATOM HECITIOCOOHOCTH CHCTEM 3/IpAaBOOXPAHEHUS a/IeKBaTHO HH(POPMUPOBATH
poauTeneld 0 BO3MOXKHOM PHCKE W MepaxX MpPOQHIAKTHKH, a HE TEM, YTO OHHM OTBEpraroT
TECTUPOBAHUE IJIO/IA.
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9.  BbIOOp COOTBETCTBYIOIIEH CTPATEr UK s BBEACHUS NPO(PHUIAKTUKHI TaTaCCEMUH 3aBUCHT
OT KOHKPETHBIX YyCJIOBUM. B HEKOTOpBIX OOIIECTBaX HAYMHATH MOXXHO C OOECTICUECHHS
JOPOAOBOM TMAarHOCTUKHU JUIsl T€X Iap, KOTOPBIE yXKE 3HAIOT O CYIIECTBOBAaHUHU PUCKaA JHOO
Onaromapsi CKpUHHMHTY, 100 TOTOMY, YTO Y HUX 00JIbHOM pebeHoK. Tako# moaxo/] 3HaYNTENEHO
COKpalaeT YUCI0 HOBOPOXKJIEHHBIX ¢ 3a0osieBaHneM. C Ipyroi CTOpOHBI B 0OOLIECTBax, I1€
JOpOAOBasl JTMAarHOCTHUKA eIle He OO0ecredeHa, MOXXHO MPENIOKHUTh CKPUHUHT IS JIUII
PETPOAYKTHBHOTO BO3pacTa. DTa CTpaTerus BeAET K MEHbBIIEMY COKPAICHHIO YHCIa JIeTeH ¢
3ab0JIeBaHMEM, OJTHAKO OOBIYHO CTUMYJIMPYET CIPOC Ha CIIYKObI JOPOI0OBOI TUATHOCTUKU.

10. B Hacrosmiee BpeMst BO MHOTHX CTPaHAX UMEIOTCS TPUMEPhI 3P PEKTHBHOTO TPUMECHEHUS
METOJIOB MPO(PHUIAKTUKH TATACCEMHUH HAa OCHOBE PAa3IMYHBIX TPOrpPaMM CKPUHUHTA HOCUTENEH.
Hampuwmep, B I'pertuu, na Kunpe, 8 Ucnamckoii Pecriyonuke Upan n Wtanuu CKpuHUHT Ha
TaJIaCCEMUIO JIO BCTYIUICHUSI B OpaK SBISETCS CTAHJAPTHOU MPAKTUKOM U UMEIOTCSI TAHHBIE 110
HAIMOHATILHBIM 0030paM; OOJBIIMHCTBO Nap, MOABEP>KEHHBIX PUCKY, OTIPEIENIAETCS JOCTATOYHO
CBOEBPEMEHHO, YTOOBI MPEIJIOKUTh PAHHIOK JTUATHOCTHUKY Ha TEpBOH OEpeMEHHOCTH.
BOJBIIMHCTBO TAakWX TMap MOJB3YKOTCS JTOM YCIYrOM M HMMEKT 3J0pPOBBIX JETEH.
B Coennnennom KoponerctBe Benmnkooputanun u CeBepHoit Mpmanauu u Ipyrux cTpaHax
ceBepo-3anaaHoil EBporbl, r/1e 10po1oBasi TMarHoCTHKa MIUPOKO PACIPOCTpaHEHA, CKPUHUHT
mpeiaraeTcs Bo Bpemsi OepeMeHHOCTH. [IporpaMMbl CKpHHHUHTA HYXKIAIOTCS B IMOJJICPKKE B
BU/JIE TPOCBEIICHHS OOIIECTBEHHOCTH M PETJIAMEHTAPHBIX CTPYKTYP, C TEM YTOOBI OT/IeIbHBIE
JMIa MOTJIM TPUHUMATh OOOCHOBAaHHBIC PEIHICHUS U YTOOBI JIIOAM OBUTM 3alIUIIEHBI OT
JUCKPUMMHAIIMM HA OCHOBAHUU PE3YJIhTAaTOB UX TECTOB.

11. Hekoropsle HalMOHAIBHBIE MPOTPAMMBbI, II€b KOTOPBIX - COJACHCTBUE CKPUHHUHTY
HOCHTEJIEH, B CBOIO OUEpEb CTUMYJIUPOBAIM COLMATBHBIE H3MEHEHHUSI, BKITIOUYasi IPUHSATHE BO
MHOTHX CTpaHaX IMpeKpaimleHusi OEpEeMEHHOCTH B TEX CIydasX, KOTJia JIOKa3aHO, YTO ILIOJ
CTpaZacT CepbE3HBIM TE€HETUYECKUM PacCTPONCTBOM. DT0 TpuBeENO K pa3paboTke
COOTBETCTBYIOIIMX TEXHOJNOTUH M cinyx0 B baxpeitne, Mcnamckoii Pecnybmuke WUpan u
CaynoBckoit ApaBuu. MacmraObl NPUHATHS W BHEAPEHUS TNPOrpaMM  MPOQUIAKTUKA
pacuupsaroTCs BO MHOTUX YacTax A3uu, Haripumep B Unauu, Unnonesun, Kurae, Manaiizum, Ha
Mansausckux OctpoBax, B Cunramnype u Taunanye.

12. T'enernueckoe KOHCYJIbTHUPOBAaHHE WIPAET BaXXHYIO pOJIb B 3alllUTe aBTOHOMUU
WHJWBUIYyMa WM Tapbl W B OCYIIECTBICHHH HMH CBOErO NpaBa Ha MaKCUMAIbHYIO
nH(pOopMaIHo 0 O0JIE3HN U UMEIOIIUXCS BO3MOXKHOCTAX. DPPEKTUBHOCTH CIIYkO0 1m0 60pbOe
IIPOTUB TAJACCEMUU 3aBUCHUT OT y4eTa UX COTPYJHUKAMH KYJIbTYPHOMN NMPAKTUKU U IPUHATHUS
JEWCTBUH, COOTBETCTBYIONIMX JAHHOMY COIMAILHOMY KOHTEKCTY. IIpuM KOHCYJIBTHPOBaHHH
TaKXKeE H€O6XOI[I/IMO YUYUTBIBATH KYJIBTYPHBIC, PCIIUTHO3HBIC U STUUCCKUEC B3ITIAAbI INTYHOCTH UJIN
Mapel. Ycmex reHeTHYecKoro KOHCYJIbTUPOBAHUSA B 3HAYUTEILHOU CTEIICHU OIpeaAcCIACTCA €ro
MIPOCBETUTENBHBIM, JOOPOBOJIEHBIM U HETIPEIITHCHIBAOIINM XapaKTEPOM.

Benenue 0ose3Hei

13.  JlesaTenbHOCTH CITYKO MO MPOPHITAKTHKE U JICUSHHUIO TAJTACCEMHH JIOJKHA BITUCHIBATHCSI BO
BCE€ YPOBHHM MEIMKO-CAHUTApPHON MOMOIIHM, C TEM YTOOBI B TMOJHOW MeEpe BOCMOIb30BATHCS
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CYIIECTBYIOIIMMHU pecypcaMd M OOECNeYUTh MAKCUMAaIbHYIO 3(P(GEKTUBHOCTb. (OCHOBHBIE
JICUCTBHS JOJDKHBI IIPOBOJAUTHCS HAa YPOBHE IEPBUYHOM MEIUKO-CAaHUTAPHOW IOMOLIU C
AKLIEHTOM Ha IIPOTPAaMMBI, HCIIOJIb3YIOIIHE IPOCTYIO, HEAOPOTYI0 TEXHOJIOTHIO, U OXBATHIBATh
3HAYUTENIbHYIO JOJI0 HaceaeHus. Takue JeicTBUS BKII0YAI0T IPOCBELIeHNE 00IIeCTBEHHOCTH
II0 BOIIPOCaM T'€HETHUKH, BBIABICHHE I'€HETHYECKUX PHUCKOB CpEIU HACEIECHHs 3a CYeT
TIIATEIBHOTO U3Yy4YEHHUS U PETUCTPALIMU BCEX COOTBETCTBYIOIIMX (PAKTOB U3 KU3HU CEMbU B X0J1€
KOHTAKTOB MAalMEHTa C CHUCTEMOM  3[paBOOXpPAaHEHMs, J0OpauyHOE TIE€HETHUYECKOe
KOHCYJIbTUPOBAaHHE U MOOIIPEHUE JETOPOXKICHUS P ONTUMAIBHOM BO3PACTE MATEPHU.

14. EpBa nmu MOXHO 0XHIaTh, YTO B Pa3BHBAIONIMXCS CTpaHaX C CaMOro Hayama OyayT
OpraHU30BaHbl OOIICHAIMOHABHBIE MPOTPAMMBI, MOCKOJIBbKY y HUX JAPYTHUe€ MPUOPUTETHI U
HeslocTtaToyHas uHppacTpykTypa ansi odecriedeHust oocmyxuBanus. [lepBoHauvanbHas 1eNb
MO3TOMY JIOJKHA 3aKJII0YaThCsl B TOM, YTOOBI CO3AaTh OJMH WK 0ojee 00pa3lloBbIX IEHTPOB,
KOTOpBIE CTIOCOOHBI pa3paboTaTh MOIX0/bI K TpoduiIakTHKe U ieueHuto. 1o mepe pocrta cripoca
3TH CITYKObI MOKHO OyZIET pacripoCTpaHATh HA JIPyrye LHEHTPHI B paMKaxX OJHOM CTpaHbl UIIH B
cocequue crpanbl. [l oOecriedeHHs COOTBETCTBYIOIIEH MOMOIIM KpaiiHE BaKHO HAJIaUTh
TECHbIE paboyme CBA3H MEXKY CITYKOOH MepBUYHON METUKO-CAHUTAPHON IIOMOIIU U [IEHTPOM.
CoTpyIHHKH LEHTpPa JOJKHBI BCIYECKH CIIOCOOCTBOBATH (HYOPMYTHPOBAHUIO I(PHEKTUBHBIX
HAI[MOHAJBHBIX IPOrpaMM, HHTETPUPOBAHHBIX B HAIIMOHAIIbHBIE MEIUKO-CAaHUTAPHBIE CITYKOBI,
TOTOBUTH PYKOBOJICTBA M IIPOCBETUTENbHBIE MAaTEPHUAIIBI, a TAKKE 00ECIeUnBaTh KOOPAUHAIIUIO
JesITeTbHOCTH HAIMOHATBHBIX ACCOIMAIMN POIUTENEH/TallMeHTOB U COTPYIHUYATh C HUMH. Jl71st
KOOpJMHAIIMU JESTEIbHOCTH TaKUX IIEHTPOB OYEHb HY)KHBI pEerHOHAJIbHBIE paboune TPYIIbI
SKCHEPTOB 10 BEJAEHUIO TaJaCCEMUMU.

15. OnmHuUM U3 TPENATCTBHN, MEMIAIOMIMX OpraHu3anui 3(GQeKTUBHBIX CiIy:x0 OOpHOBI €
reMOTJIOOMHONIATUSIMK B CTpaHaX, SBISETCS HEAOCTAaTOK WM IIOJIHOE OTCYTCTBHE
HH()OPMUPOBAHHOCTH HACEJICHHSI O TeHeTHUECKHX 00e3Hax. CTpaHaM HE0OXO MO MOBBIIIAThH
MOHMMAaHHUE ¥ OCO3HAHHME ITOW MPOOJIeMbl Ha OOIIMHHOM ypoBHE. bolee Toro, He0OX0aUMO
BKJIFOYUTh MOAYJIM IO TEHETHYECKOMY KOHCYJIbTHPOBAHHUIO, NMPHUMEHCHHIO TEHETHUKUA B
OOIIIECTBEHHOM 3/IpABOOXPAHEHWH W TIO CBSI3aHHBIM C 3THM OSTHYECKHUM, IPABOBBIM M
COIMAIbHBIM BOTIPOCAM BO BCE COOTBETCTBYIOIINE YPOBHU MEIUITMTHCKOTO O0pa30BaHMs U KYPChI
MOATOTOBKHU KaJpoB. HekoTopkie pazpaboTINKK MOJUTHKH JYMAIOT, YTO CITY>KObI METUIIMHCKOMN
TEHETUKH TPEOYIOT JOPOTOro, BBICOKOTEXHOJIOTHYHOTO JabOpaTOpPHOTO OOOpYAOBaHUS, U
MO3TOMY HE CUMTAIOT WX MPUOPUTETOM JJIsl pa3BUBaroluxcs crpad. Ha camom jene MeTo b
JHK-auarHocTuku 3HA4YUTEIBbHO yOpocTWiIuCh 3a mnociaennue 10 mer.  IlpocBenienue
OOIIIECTBEHHOCTH M KOHCYJIBTHPOBAHHUE IO BOIPOCAM TCHETHKH, a TaKKe MHOTHE CPE/ICTBa
TEHETUYECKON TUArHOCTUKU MOYXHO BKJIOUUTH B MEPBUUYHYIO MEIUKO-CAHUTAPHYIO MOMOIIb
JlaXKe TIPU OTPAaHMYCHHBIX pecypcax.

16. Jlns nmiaaHMpoBaHUS M OLIGHKM COOTBETCTBYIOIIMX MEPONPUATHI BaKHO oOecreduTh
HayyHbl€ UCCIIEJOBAHMS U AMMAHANA30p. B Hacrosiee BpeMs JaHHBIX 10 3MHIEMHOJIOTUU
reMorIo0MHOnaTuii HeAOCTaTOUHO, a CIIPOC HAa TEHETUYECKHE CITYKObI, KAYeCTBO UCTIOJIb30BAHUS
U pe3ylbTaThl T€HETHMUYECKHX CIYyX0 B pa3BUBAIOIIMXCS CTpaHax Hu3ku. [Jlng ycmexa
MEpPOTPUATHI OOIIECTBEHHOTO 3/IPaBOOXPAaHEHMs, 0COOEHHO NMPH OTPAaHMYCHHBIX pecypcax,
UCKJIFOUUTENFHO Ba)XKHO pacrojaraTh 3((eKTUBHBIMU CUCTEMaMH 3IUAHAA30pa (PErucTphl U
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0a3bl JaHHBIX) W O0ECIeYMBaTh TOCTOSHHBIC WHBECTHUIIMH B HCCIEAOBAHHS PACCTPONCTB
TEMOTJIOOMHHON CUCTEMBIL.

17. Bo MHOTHX pa3BUBAIOIINXCS CTpaHAX 3a00JI€BAEMOCTh FeMOTTIOOMHONIATUSIMU CTAHOBHUTCS
Bce 0oJiee OUEBUTHOM, U ATO SIBISETCSA CTUMYJIOM K IPU3HAHUIO HEOOXOAUMOCTH T€HETHYECKHUX
CITy’KO M MX OpraHu3aliy. Y CHEIIHbIe Pe3yIbTaThl HCIIOIB30BAHUS STHX CIIY’)KO MOTYT CTaTh
MOJIENIBIO /ISl BKJIFOUCHHS TEHETHYECKHX IIOAX0JI0B B OOpHOY € IPYTMMH XPOHHYECKHUMH
neTckumu 6ose3usmMu. s coznanus 3¢ GeKTUBHON MPOTrpaMMBbI IPEABAPUTETHHO HEOOXOTUMO
JIOOUTBCS TOTO, YTOOBI  OpTaHbl 3/PAaBOOXPAHEHUS, MEIUKO-CAaHUTAPHBIE PAOOTHHKH H
9KCIIEPTHBIE LIEHTPBl pacCMaTpUBAIN PACCTPONCTBA Fr€éMOTJIOOMHHOM CUCTEMBI Kak Mpo0ieMy
o011ecTBEeHHOT 0 3/ipaBooxpaneHus. Kaxaoii crpane Heo0XxoauMo chopMyIupoBaTh CTPATETHIO,
COOTBETCTBYIOIYI0O MECTHOW ONHJEMHOJIOIHH, CTPYKType CYIIECTBYIOIIEH CIyXObl u
HUMEIOLIUMCS pecypcam.

18.  ng npounakTUKU U YCIEIIHOTO BEACHHS TeMOTJIOOMHOMATHII KaK B pa3BUTHIX, TaK U B
pa3BuBarommxcs crpanax BO3 npogomkaeT coTpyTHHYECTBO ¢ MexIyHapoaHOH (eneparueii
T10 TaJIACCEMUH, HETIPABUTEIbCTBEHHON OpTraHU3aIie, COCTOAIIEH B ODUITHAIBEHBIX OTHOIICHHUSIX
¢ BO3. Dta ®enepanus, npeacrapistomas 91 ctpany, oka3bIBaeT NOAACPKKY 3HAUUTEITLHOMY
quciny meponpustuil BO3, cBsi3aHHBIX ¢ BeJleHHMEM TanacceMuu. B yactHocTH, Onaronmaps ee
nporpaMMe TPOCBEIICHUS OBUIM  OMyOJMKOBAaHBI  CIPABOYHUKH  JUISI  paOOTHHKOB
3IpaBOOXPAHEHUS W OPraHW30BaHbl MHOTOYMCIIEHHBIE MEXIyHApOAHbIC, HAllMOHAIbHBIE U
MECTHBIE CEMHUHapbl U KypChl [0 KIMHMYECKOMY BeJeHUIO TanacceMuu. CoTpyIHUYECTBO
KOHIICHTPUPOBAJIOCH HA yIYYIIEHUHN AUATHOCTHKH, MPOPUIAKTHKH U KIMHUYECKOTO BEJCHHS
0ore3Hell, a TakKe Ha TMPOCBEIIEHUWU OOIIECTBEHHOCTH U WH(GOPMUPOBAHUM PaOOTHUKOB
MEIMKO-CAaHUTAPHOW MOMOILIH.

19. 3naveHue HacIeICTBEHHBIX 00JIe3HEH (BKITFOUAs pacCTPOMCTBA FeMOTIIOOMHHOM CHCTEMBI)
IPU3HAHO Ha peruoHaJbHOM ypoBHe. Ha coBemanusax skcnepToB B AQpPUKAHCKOM,
AMEpHKaHCKOM pErMoHax, a Takxke pernoHax Boctounoro CpenuzemHomopes u IOro-
BocTouHoll A3um pemuTenbHO MOAYEPKUBANACh HEOOXOAMMOCThH JalibHEHIIEH paboThl B
peruoHax 1o reMorja00MHONATUAM, C TEM YTOOBI OITPEISIINTh MECTHBIE IPHOPUTETHI, IPOOIIEMBI
¥ TIO/IXO0/TbI, OCOOCHHO B CBSI3U C TEM, YTO Y pa3inuHbIX peruoHoB BO3 pa3Hbie moTpeOHOCTH B
3aBUCHUMOCTH OT 3IHJEMHOJIOTUH, a TaK)KE IKOHOMHUYECKHUX U COLMAIBHBIX XapaKTEPUCTHK
OTHIEeNbHBIX cTpaH. PermonanbHbple 6r0po B Adpuke, FOro-Boctounoit A3un u B Boctounom
Cpenu3zeMHOMOpBhE BKJIIOYMIIM PACCTPONCTBA T€MOTJIIOOMHHOW CHCTEMBI B CBOM IIJIAHOBBIC
MEPOIPUATHSL.

20. BcemupHas accambOiies 3apaBooxpaHeHuss B pesomorun WHAS7.13 o reHomuke u
3I0POBbE B MHPE HACTOSATEIHHO MPHU3Baja TOCYIapCTBA-WICHBI MOOMIH30BATh PECYpPCHI JIIs
nevctBui. McnomHUTENbHBIM KOMUTET Ha cBOoer CTO MIECTHAIIATON CECCUU MPUHSLT K CBEJICHHUIO
NoKJIa] o 0opb0e ¢ TeHeTHYecKUMU 00Je3HsMHU! M Ha CBOeH MOocleqyromel cecCHu MPUHSLIT
pesomonnio EB117.R3 no cepnoBuaHOkiIeTOUHONW aHeMuu. B jokmane, mpencTaBIeHHOM
[TareaecsaT neBsiToit ceccuu BeeMupHO# accamOIIen 3[paBOOXpaHeHUs!, 0CO00 BBIICISIETCS POJIb
HETIPaBUTEILCTBEHHBIX OpTraHU3aIMil U coTpyaHuYaronux reHTpoB BO3 (B bpaszumuu, ['permn,

I Toxyment EB116/2005/REC/1, NpoTOKOIIBI MEPBOTO 3aceqanus (paszaen 4) 1 BTOPOTo 3acelaHus.
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Wuaun, Uranuu, na Kunpe, B Kurae, na Kyb6e, B Caynosckoit ApaBun, CoequMHEHHOM
Koponesctse Benukobpuranun u CeBeproit Upnanauu, Coequnenssix llItaToB AMepuku u
Taunanae), KOTOpbIE OKAa3bIBAIOT MOIJAEPKKY MNpPOGUIAKTHKE U BEACHUIO PACCTPONCTB!
reMOTJIOOMHHOM cHUcTeMbl. YTOOBI 00€CIeunuTh TMOJIHOE TOHMMAaHHE pa3Maxa MpoOJIeMbl
MPABUTEILCTBAMHU HamboJiee 3aTPOHYTHIX CTPaH, a TAKXKE MEXTYHAPOIHBIX YUPEKICHUU U
yOemuTh UX YAENsATh 0co00€ BHHMMAaHHME TajlacCeMUM M JIPYTUM TeMOTJI0OWHOMATHUSM,
noTpeOyYIOTCSl perHoOHANbHBIE padoune IPyMIbl SKCIEPTOB, TOTOIHUTENbHbIE MTAPTHEPCTBA HA
HAITMOHATLHOM, PETHOHAIEHOM U TJI00aTFHOM YPOBHSIX U Pa3bsICHUTEbHAS pab0Ta Ha BBICOKOM
YpPOBHE.

JEVMCTBUA UCITIOJTHUTEJIBHOI'O KOMUTETA

21. HcnoiHUTENTbHOMY KOMUTETY TMpEJIaraeTcsi pacCMOTPETh HIDKECIEAYIOMIMI MPOEKT
PE30ITIOIIHH.

PacnpocTpaHeHHOCTh reMOrJIO0MHONATHII B MUPe (TajlacceMus U
CEPNOBU/IHOKJICTOYHASI AaHEMUS): YHCJIO0 MopaxkeHHBIX AeTell HA 1000 HOBOPOXKAECHHBIX

Yncno peTeit ¢ cepbesHom :’
remornobuHonaTtuen Ha 1\ =
1000 HOBOPOXAEHHBIX

[__ <01

. { \ <t ’ i WHO 06,69

I Toxyment A59/9.
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TanacceMusi u Apyrue reMorJ100MHONATHH
HcrnomHuTeIbHBINA KOMUTET,
paccMOTpeB JIOKJIa O TaJaCCeMHUH U JPYTUX TeMOraoOnHonaTusx!;

HariomuHas pesosonnio WHAS7.13 o reHoMuKe U 310pOBbE B MUPE, PE3OTIOIIUIO
EB117.R3 o0 ceprioBUTHOKIETOUHON aHEMHH, a TAKKE TO, UTO VICIIOTHUTEIBHBIN KOMUTET
Ha cBoel CTO IMIeCTHAAATON CeCCUU MTPU3HAI POJIb TEHETHYECKUX CITYKO B YIIydIlIEHUN
COCTOSIHUS 3JIOPOBBSI B MHPE U B COKPAIIICHUN Pa3pbIBa B COCTOSIHHH 3]J0POBBSI B MUPOBOM
Macirade?;

00ECIIOKOCHHBIM  BO3JEHCTBHEM T'€HETUYECKUX OoJe3Hel, B  YacTHOCTHU
reMorjJoOuHONAaTUi  (TalacCeMHH M CEPIIOBUIHOKIIETOYHOM aHEMHH), Ha OOIIyIO
CMEPTHOCTh U 3a00JIEBa€MOCTh, OCOOCHHO B pPa3BUBAIOIIMXCS CTpaHaX, a TaKXkKe
CTpaJaHUsIMH, KOTOpBIE ATH OO0JIE3HH MPUHOCAT MAIIHEHTaM U UX CEMBSIM;

MPU3HABAs, YTO PACIIPOCTPAHEHHOCTh TAJIACCEMUHU HE OJIMHAKOBA B PA3HBIX CTPaHAX
M 4YTO HEXBAaTKa COOTBETCTBYIOIIUX SIHJIEMHUOJIOTUYECKUX JAHHBIX MOXKET MeEIIaTh
3¢ (HEeKTUBHOMY U CIIPABEATUBOMY BEIACHHUIO OOJIE3HMU;

rITyOOKO OOECTIOKOCHHBINH TeM, YTO TaJlACCEMUS U JIPYTHe TeMOTIIOOMHONATUN He
MONYYHSIM O(UIMATIBLHOTO MPU3HAHUA KaK MPUOPHUTETHBIE MPOOJIEMBI OOIIECTBEHHOTO
3IpaBOOXPaHEHUS;

COXKaJICI O HBIHCIIHEM HCPABCHCTBE BO BCCM MHUPC B OTHOIICHHMU JOCTyHa K
0e30IMacHbBIM U aJICKBATHBIM I'CHCTHYCCKHUM CJIY)K63.M;

co3HaBas, 4To 3¢ (deKTUBHbIE MPOrpaMMbl OOPHOBI € TalacceMHUEl JTOJKHBI
YUHUTBIBATH KYJIBTYPHYIO IPAKTUKY U COOTBETCTBOBATH JAHHOMY COIIMAIbHOMY KOHTEKCTY

IMpru3HaBas, 4TO BCACHUC TreMOTJIOOMHOIIATHI MMOAHUMACT KOHKPCTHBLIC 9TUYCCKHUC,
IIPpaBOBLIC U COITMAJILHBIC BOIIPOCHI, Tpe6yfoume COOTBCTCTBYIOILICT'O PaACCMOTPCHUS,

1.  TIPU3BIBAET rocynapcrBa-dieHsl:

(1) paspaborarh, BHEAPUTh U YKPEIUIATH CHCTEMATUYECKUM, CIIPABEIJIMBBIM H
3pPeKTUBHBIM  00pa3oM BCEOOBEMIIOMINE KOMIUIEKCHBIE W HAaIlMOHAJIbHBIE
MIpOTpaMMbl TPODUITAKTUKY U BEJICHHUS TaJITACCEMHUH U IPYTHX TeMOTTIOOMHONIATHIA,
BKJIIOUAIOIUE SIMUAHAA30pP, PAcIpoCTpaHeHHe WH(GOPMAILUH, IPOCBELICHUE
OOIIIECTBEHHOCTH M CKPUHUHT; TaKHe MPOTPaMMBbI JJOJKHBI CTPOUTHCS TaK, YTOOBI

I Toxyment EB118/5.
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COOTBETCTBOBATh KOHKPETHBIM COITHAIBHO-DKOHOMHUYECKUM U  KYJIbTYPHBIM
YCIOBUSIM W HAIETUBAaTBCS HA COKpAllEHWE 4YHCIa HOBBIX  CIIyYaes,
pacpoCTpaHEHHOCTH  3a00JIEBAEMOCTH W CMEPTHOCTH, CBSI3aHHBIX C STHMH
00Ie3HAMU;

(2) pasBuBaTh CBOM NOTEHLIMAJ] MOHUTOPUHIA TaJaCCEMMM M  JIPYTUX
reMOrJo0MHONAaTUH, a TaKKe OLIEHUWBAaTh  PE3yJbTaTMBHOCTh HAIMOHAJIBHBIX
pOrpaMM;

(3) akTUBH3UPOBATH TMOJATOTOBKY BCEX PAOOTHHKOB 3/IPaBOOXPAHEHHUS B 30HAX
0O0JIBIION PacIPOCTPAHEHHOCTH 3TUX 3a00JIeBaHU;

(4) pa3BUBaTh U YKPEIUITh MEIUIIMHCKHE CIY:KOBI B paMKax CYIIECTBYIOLIUX
CUCTEM MEJIMKO-CaHUTAPHOM IOMOIIM B TAPTHEPCTBE C OPTaHU3ALUSIMU POAUTENEH
WJIU MAIlUEHTOB;

(5) cmocoOCcTBOBATH PACIIMPEHHIO MPOCBEIIEHUST HACETIEHUS, BKIIOYAsh MEIHKO-
CaHUTApHOE KOHCYJIbTUPOBAHUE, a TAKXKE STUUYECKUE, MPABOBHIE U COIMAIBHBIC
BOMPOCHI, CBSI3aHHBIE C TEMOTTIOOMHOMATHSIMHU;

(6) cmocoOCTBOBATH PACIIMPEHUIO MEKIYHAPOIHOTO COTPYIHUYECTBA B OOphOe
MPOTUB TEeMOTJIOOMHOTIATHIA,

(7) BcoOTpyAHHYECTBE C MEKIYHAPOIHBIMU OPTaHU3AIIUSIMH OKa3bIBaTh MOIEPKKY
byHIaMeHTaIbHBIM U MPUKJIAIHBIM HUCCIEI0BAHUSAM TI0 TaTaCCEMUU;

2.  TPEMJIAT AET I'enepanbHOMY IUPEKTOPY:

(1) moBbIIaTh HHPOPMHUPOBAHHOCTH MEXKTYHAPOHOTO COOOITIECTBA O TII00ATEHOM
OpeMEeHM TajlacCeMHH W JPYrUX T'eMOTJOOMHONATHH W CIIOCOOCTBOBATH
CIIPaBEITUBOMY JIOCTYITY K MEMKO-CAHUTAPHBIM CITY>KOaM B IETISX MPOGUITAKTUKA U
BEJICHUS 3TUX OOJIC3HEIH;

(2) mpenocTaBiATH rOCyAapCTBAM-UJCHAM TEXHUYECKYI0O M KOHCYJIbTATUBHYIO
MOJIEPIKKY JUTA BEIpaOOTKY HAIIMOHAIEHOM TOJIMTHKH U CTPATETruii MPOMUIIAKTHKY U
BEJICHHSI TaJJACCEMHUH U JPYTUX TeMOTJI00NHOMATHI;

(3) mooupATh U TOAJAEPKUBATH MEXKCTPAHOBOE COTPYJHUYECTBO B IENSIX
pacIIMpeHus TOTOTOBKH ¥ MOBBIMIECHUS KBATU(PUKAIIUY TIEPCOHANIA M 00ECTICYUTh
NOJJICPXKKY JaimbHEHIIeld mepenayd JIOCTYINHBIX IO II€HE TEeXHOJOTHH W
CHeIHMalbHbIX 3HAHUN Pa3BUBAIOLIUMCS CTpaHaM;

(4) w pmanee ocymecTBIATh HopMmartuBHble ¢yHkuun BO3  mocpencTtBom
pa3pabOTKM PYKOBOJSIINX MPHHIUITOB 110 NPO(HITaKTHKE U BEACHHIO TAJIACCEMHHU U
JPYrUX TeMOTJIIOOMHONATUI B LENAX TOATOTOBKM PETHOHAIBHBIX IIJIAHOB |
COJICMCTBUS CO3JITAHUIO PETMOHATBHBIX TPYII KCIIEPTOB;
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(5) mooupsTh, MOAAEPKUBATh U KOOPAUHUPOBATH HAYYHBIE MCCIIEAOBAHUS IO
TaJaCCEMUU U JPYTUM T€MOIJIOOMHOMATHUSAM B LIETSAX MPOJUICHUS CPOKa KU3HU U
YIIYYIICHUS! KaueCTBA KU3HU JIUII, CTPAJAAIOIINX TAKUMHU PACCTPONCTBAMU.
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