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JInyHblE pa3MbllUNEHNA

«BeneHuio JItoOBY MOJIEIKUT, BO-TIEPBBIX, A€TOPOXKIECHUE
1 HaOJII0ZIeHHe 32 TeM, YTOOBI COUYeTaHHe MYKYMH U JKeH-
IIIMH JaBajIo HawIydlllee ITOTOMCTBO. V1 OHM U3/IeBalOTCs
Ha/l TeM, YTO MbI, 3a00TACH yCEPAHO 00 YIydIlIEHUH TIOPOJ,
cobak u Jjiomnazieli, mpeHebperaem B TO Ke BpeMs IIOPOJ0H
YeI0BeYeCKO».

Tommaszo Kamnasnesia, [ opoo Connya

«boiiee Toro, Korza g TrOBOPIO WIEHaAM ceMeﬁ, IOpa’>X€HHbIX
60J1e3HBIO FEHTI/IHI‘TOHa, YTO POCCKAa3HM O B€IbMaX HE UMeE-
IOT 11O/, cobort PICTOpPI‘-IECKOﬁ IIOAOIUVIEKHU, HEKOTOPhIE N3 HUX
Pa3049apOBBIBAIOTCA, KaK 6YZ[TO 9TO OBLIO UM H€O6XO,Z[I/IMO
KakK MeTa<1)opa, OITMChIBAmomiada MX COCTOAHME M30/JIAINN
Y HEIIOHWMMAaHUWA».

Onuc Bexcnep?

BriosiHe ecTeCTBEHHO, YTO MHEHUS METUKOB 00y CIIOBIIE-
HBI KJIMHUYECKUMU CJIy9assMH, C KOTOPBIMHM OHM CTaJl-
KHBaIOTCSA B TeUEHHE CBOEH JKU3HU, U YTO ITU CIydau,
Oosee WK MeHee CO3HATeNbHO, GOPMUPYIOT HAyYHbBIE
B3IJISIAbl. Pa3MbIlIIeHNEe HA TeMY TeHeTUYeCKHUX 3a-
6oJieBaHUI U TeXHUYECKHUX BO3MOXKHOCTEHN MJINU MO-
pPaJIbHOH 11eJ1ecCO06PA3HOCTH UX YCTPAHEHUS UMEET,
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Ha MoH B3IJVIA4, HECKOJIBKO Cl'[eI_II/ICl)I/I‘-IeCKI/IX HCXOAHBIX
MOMEHTOB.

BHemmHocTh r-Ha 'peropuio oTpakasna pa3pyuieHHbIN
BHYTPEHHUM MUP, PACTONTAaHHBIN CyZABOOH, HO 6€3 /10-
crouHcTBa MoBa nepez auiioM My4eHui. fI mo3HaKo-
MWICS C HUM, KOIZla yMUpasa ero TpeThbsA Ao4yb 13-14
JIeT, obe3obparkeHHasA CTUTMaTaMU CBOel 60JIe3HU —
CcpeAr3eMHOMOPCKOU aHeMUU. JIUI0 ¢ BOCTOYHBIMU
yepTaMu, BBICTYTAIOIIUE CKYJIbI, Yepell, KaKyIuicsa
HETPOTIOPIIMOHATBHO OOJBIINM, JKEJITYXa, YBeTMIEeHHBIN
Y pasAyThIl XKMBOT: BCEe B Hel IIpe/iBelasio CMepTh OT
HCTOIIleHUsA. DTO BCe IPU3HAKU TaJlacCeMUU, SHeMUJe-
CKOT0 3200J1€BaHNsA, BCTPEYAIOIIEroCs BO MHOTHIX YaCTAX
Wtanuu, pacripocTpaHeHHOro B CpeAiui3eMHOMOPBE U OT
MOpsI TTOJIYYUBIIETO CBOE Ha3BaHUe; MOpPe U KPOBb —
codyeTaHUe, KOTOPOe IPHU APYTUX 0OCTOATETHCTBAX MOT-
J10 OBI TPO3ByYaTh MO3TUYECKH, €CJIN ObI He yKacayio
CBOMMM MEJUIIMHCKUMM IOKasaTeaaMu. TamacceMus
yCTaHOBWIA UHTEPECHBIN OalaHC C MaIsipuei. DTH JBe
60J1e3HU CIIOCOOHBI COCYIIECTBOBATD; TTOPOU KaXKETCA,
YTO OHU MUIYT APYT Apyra. KpoBb HocuTend Tanacce-
MUU COIIPOTUBJIAETCA MMAapa3UTy MalApUU, U TaM, I7e
Oy1ryeT Masspus, KOJIMYeCTBO OONBHBIX TajacceMuei
yBeJTMYMBaeTCs 6y1arogapsi 0COObIM CBOHCTBAM UX 3PH-
TpouuToB. IIpu Bcelt cBoel XpynKOCTU U TOTOBHOCTU
pa3opBaThCA OT MaseHIlIero yjapa OHU MPOTUBOCTOST
MaJIIpUMHOMY TUIa3MO/IMIO B HEKOTOPBIX a3ax ero mna-
pa3uTHUIECKOM )KU3HU B 4YeJIoBeueCKOM opranusme. T8os
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cMepmb — MO #U3Hb. MaIApUITHBIN I1a3MOJUM XKUBET
Y pacrpocTpaHaeTcs 6arogaps nepeHocuuKaM — MaJs-
PUIHBIM KOMapaM, 0OUTAIOUMM B 60JIOTHUCTHIX palioHax
CpezAn3eMHOMOPbA U APYTUX PETMOHOB. YTOOH! XKUTD U
Pa3MHOXKaTbCsA, CaMKa IUTAeTCs YeI0Be4eCKON KPOBBIO,
a MMpoKaJbiBas KOXy, OHa BBOJAUT B KPOBb IIapa3urTa.
Komaps! u rasmoguii okasanu Ha HacejleHue rnobepe-
Kbl U OCTPOBOB 3QPeKT, KOTOPBIY yueHble Ha3bIBAIOT
CeJIEKTUBHBIM /laBjieHreM. YOuBas Apyrux, OHU CIIOCO0-
CTBOBAJIM POCTY IOMYIALNY OOIBHBIX TasacceMueii. Bo
BCAKOM CJIy4ae, TAKOBA TEOPUSL.

Tpu podepu r-Ha I'peropmo He OBUIN TTOJBEPKEHBI
MaJIIpuH, HO yKe Torzia 9Ta 60J1e3Hb ociabeBasa B Mta-
Juu 61aroZiaps OCyIIeHUI0 60JI0T, XUHUHY, COIMATbHON
3al[uTe TPyZa Ha PUCOBBIX NOJAX. I B TO BpeMs Kak
Masspus ucdesasa, TajacceMus ocTaBaiach, OHA IIPo-
I[BETaJIa IO TEX MOP, TTOKa He Mpruobpesia SHAeMUIECKUH
XapaKTep BO MHOTHX PervoHaX, MOTOJHASA CBOM Oarax
MepTBBIMU. Pa3OUTHIN KU3HBIO, I'-H ['peropuo JomKeH
OBLT B TPETUM pa3 HaOIIOAAaTh 3a KOHYUHOM CBOEH Z10-
YepH C 9yBCTBOM SIPOCTHOM HEHABUCTH K CyAbOE, KOTO-
PYIO OH OTKa3bIBaJICs TPpUHUMAaTh. OH JKaJiesl JIUIIb 00
OTHOM — O TOM, 4YTO y Hero He ObLIO BBIOOpPaA, HE OBLIO
BO3MOXKHOCTH 3HATh 3apaHee.

[TepBoii f1oUepblo, KOTOPAs yMepJsa y Hero Ha Ia3ax
OT MYKOBHUCIINZI03a, Obl1a CTedaHus; B Te BpeMeHa J1eT-
CKasi CMEPTHOCTbD OT 3TOM O0Jie3HM ObLTa HOPMOI. Y Hee
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OBUIH ellle IBE CECTPHI, TOPa’KeHHbIE TOH XKe 60Ie3HbIO,
Y OHa, cTaplias, TIepBOi CTyIIa Ha 3TOT IyTh. Bckope
CMepThb yHecJa BTOPYIO CECTPY, a 3aTeM MaThb U OTIIa,
CJIMIIKOM MCTOIIEHHBIX TopeM. TpeThs cecTpa BhUKIIA.
VxakuBas 3a Credanueii, MaTbh, Kak U I'-H ['peropuo,
BCell CBOeH CYIITHOCTBIO BBIpaXkajia HEHaBUCTb KO BCEMY
MUPY U K cBoel yyactu. OHa ToXKe He Bepuia, 4To He
CyIlleCcTBYeT crtocoba 3HaTh 3apaHee, IpelycCMaTPHUBaTh
nozo6Hoe. TpeThs 104b UMesa bosee Jerkyo Gopmy
3a00J1eBaHus, OHA MOIJIa PaCTH, XOTh U ObUTa OG0JIbHA.
S TO3HAKOMMJICS C Hel CITyCTs HECKOJIBKO JIET, KOTZla OHa
Halia MeHs B BepoHe, 4T00ObI IOTOBOPUTHCS O JIEYEHHUH.
OHa uja, Ho 6bUTa U3HypeHa 60JIe3HBIO, TIPUOIHKAB-
IIeil ee K CMEPTH, O YeM OHa XOPOIIIO 3Haja. Beiparka-
SICb MEJUIIMHCKUM S3BIKOM, OHA JOCTHIVIa KOHEUHOMN
dasbl, KoTOpast AJIs1 CTPaAaoNUX MYKOBUCIIHUI030M
O3HavyaeT Me/JIEHHBIN YXO7 13 )KU3HU, CyIlleCTBOBAHUE
paKTHUYecKy 6e3 IBIKEHUS B OXKUAaHUY KOHIIA, KOra
MMHHMAaJIbHOE YCHINE CTAHOBUTCS HEBBIHOCHMBIM, I10-
TOMY 4TO JIETKKE OOJIbIIIe He Aal0T TeIy He0OX0UMOro
KOJIMYEeCTBA KUCIOpo/a. [TocTerieHHO TeJIo UCTONAeTCs,
SHEPTHUs U yX yTPauMBaIOTCs, IOKa KOHeYHast ¢as3a He
3aKaH4YMBaeTCH.

Tozpl 601€3HU TPETheN CeCTPHl He MPOIILTH JapoM,
OHU CTaJIM OINpe/e/IAI0IINMU: 33 3TO BpeMA MeJulIHa
COBepIIWIa OAVH M3 KOJOCCATbHBIX IIIaroB B HOBEM-
melt uctopun. Crasa BO3MOXKHOU Iepecajika Jerkux.
[Tpy OTCYTCTBUU TepaluM TPaHCIJIAHTALUA JEeTrKUX
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IPeIOCTABIISIET JIIOZASAM, TSKEIO0 OOJTbHBIM KUCTO3HBIM
bubpo30M?, € IMHCTBEHHYIO BO3MOXXHOCTh BBIXKUTD. Peub
He ueT 00 U3JIeYeHUH, CKopee 3TO 00MeH OOIe3HAMU.
OT HEU3/IeYNMOU OO K TOH, KOTOPYIO JIETYE TEPIIETh.
YKu3Hb yestoBeKa, KOTOPOMY IepeCcaI JIETKHE, MOXKET
paZiiKaJbHO U3MEHUTHCS. [1oc/ie XUpyprudecKoro BMe-
I1aTeIbCTBa KU3Hb IIPO/JIEBAETCS Ha I'OZIbI, TEJIO BHOBb
HAIIOJHAETCA YKU3HEHHOM CUIOH, HO BCe ellle HaXOAUTCS
I10/] JAMOKJIOBBIM MEeYOM M3-3a HEOOXOAUMOCTH JIEYEHHS
Y ITOCTOSTHHOT'O MEAMIIMHCKOTO KOHTPOJISA, 13-32 BEPO-
SITHOCTYA MHOT'OYMC/IEHHBIX OCJIOKHEHUH... ¥ TaK BCIO
’KU3Hb. [Iocjie TpaHCIIaHTAITUK YeJT0BEeK HaXOAUTCS
Kak Obl MeXy HeOOM U 3eMJIel, OH y)Ke He CTpajiaeT
CBOUM HE/IyTOM, HO U He 3/10p0oB. COCTOsIHIE Ye/loBeKa
C TlepecaKeHHBIMU JIETKUMHU — He 6oJie3HeHHOe (XOTS
MOXXET CTaTh TAKOBBIM), HO U HE 3/I0POBOE TOXKE. DTO
HeKOe IIPOMEXYTOYHOE COCTOSTHHE, KOTOPOe elre He
TIOJIYYHJIO CBOETO OTIpeeeHHA.

TpeTpa cecTpa cBA3anach CO MHOM MMEHHO IIO IO-
BOJZly oIlepalliu 1o Iepecajike Jerkux. fl aTo caemnai.
Celiuac oHa XMBeT U, KaK 1 MHOTHe II0CJIe TIepecaky,
II0JIb3yeTCsI BCeMU PaZIOCTAMU KU3HU, KQKABIM €€ MIHO-
BeHUeM, CTapasch HaBepCTaTh yIylleHHble roAbl. Hazo
MIPU3HATHCSA, YTO OOJIbHBIE I Bpayel He BCe OMHAKO-
BbI. K HEKOTOPBIM M3 HUX HEU30€eKHO MMPUBSI3bIBAEIIBCS
6osbIe, yeM K ApyruM. TpeThs cecTpa cTaia i MeHs
BOIUIOII[EHWEM BBI30Ba, IIOCJE TOTO KaK Ha ee Iia3ax
yMepJia IlepBas cecTpa, Iocje TOro Kak OHa y3Haja
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O CMEPTHU BTOpOﬁ CECTPHI, IIOCJ/IE TOT'O KaK OHA BHUAEJIA
yracaHue CBOUXx pOﬂHTeﬂeﬁ.

Crenyrommas UCTOPUA MeHee paMaTUdHasi, HO B Hel
ecTb cBou ocobeHHOCTH. JKeHImHa He Morvia 6e3 cie3
CMOTpETD, KaK ee MaTIOTKa-ChIH CTPaZlaeT OT HEBBIHO-
CHIMBIX MBIIIIEYHBIX O0JIe. Y IpyZHIYKA ObLIHN IIOCTOSH-
HbIe IPUCTYIIBI Oe3yTEeIHOTOo IUIavya, IPUINHY KOTOPIX
MaTh 3HaJsIa: 3TO ObBUIM MBIIIEYHbIe ca3Mbl. Hu oguH
Bpady He MOT ITOCTAaBUTh 3TOT AUATHO3 I'PYAHOMY pe-
6eHKy, ellle He CIIOCOOHOMY ONMCATh XapaKTep CBOUX
6oseil, HO MaThb 3Haja, IOCKOJbKY U OHa CTpajaia
TOM Ke O0JIe3HBIO, 8 BMeCTe C Heil U MHOTOUHC/IEHHbBIE
pPOZICTBEHHUKU. B ceMbe 06 3TOM HezyTe BceM OBLIO
u3BecTHO. [lepeziaBasAch 110 HACIE/CTBY, OH ITOPa3UI
MHOT'HX, OyZIb TO MYXYWHBI WJIU )XeHITWHEI. V] Bce 3Ha-
JIY, 4TO JIeYeHUs He CYILIeCTBYET, HO YTO CUMIITOMEI
ocnabeBanu c Bo3pacTtoM. Kak 3To yacTo ObIBaeT y
JIIOZIeH C XPOHUYECKUMU WU IIEPUOANIECKU ITOBTO-
pAmmuMucA 3ab0eBaHUAME, MHOTHE U300peTanu
cob6cTBeHHBIE MeTO/bI OOpPBOBI, cTapasch u3bexarpb
MIOCTOSTHHOTI'O ITpreMa 060JIeyTONAI0MUX cpeAcTB. OZHU
CTPEMUJIKCH TT0Yallle HaXOAUThCA B TeIUle, pyrue —
B XOJIO/Ie, TPETbU — OTABIXATh, YETBEPThIE — JABUTATh-
ca. ExuHoro npaBwia He ObUTO. BripodeMm, moxanyi,
OBUIO OZIHO — He 00CYKAaTh 3TY TEMY B KPYT'Y CEMBU.
OtcyTcTBUe JledeHUA ObUIO CBOEro poza yTelleHueM,
3Ta TeMa Jlep)Kajach B TaliHe, BO3MOXHO, U3 CTpaxa
JVICKpUMUHAIINH, KieliMeHua. Bee crapasmch usberatb
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PasroBOPOB O TOM, YTO CEMbsI IIOpakeHa reHeTUIECKUM
Y Heu3JIeYUMbIM 3ab6oseBaHueM. CeKpeT XpaHUIcs
Ha IPOTSKEHUN MHOT'UX NOoKosieHui. He 6bu10 HEOO-
XOAMMOCTH Ziake 00paIaThcs K BpadyaM, KOTOPBIE YK
TOYHO 3HaJIM 0 60JIe3HU MEHbIIIE, YeM CaMU OOTbHEBIES,
Ho mMaThb He MOIJIa BBIHOCUTb HECTEPIIUMYIO 6O0JIb CBO-
€ro ChIHA U pellnya MpoJo/DKaTh IIOUCK €CIU He Jieve-
HUSI, TO XOTs OBI AMarHo3a. Yepes Kakoe-TO BpeMsi OHa
MpHUIIUIAa KO MHE, HO S1 TOYHO He OBbLI CIEeIUaJIUCTOM
B JaHHOM BoIIpoce. fI MocoBeToBaJICs CO 3HAIONUMU
JIIOABMU, HO UCCIE€OBAHUA, AJUBIINECST HECKOIbKO
MecsIeB, Pe3yJIbTaTOB He MPUHECIU. BBUIO SICHO, YTO
60s1e3Hb Hac/leACTBeHHasA. BoccTaHaBIMBas reHeasno-
rUYecKoe ApeBo, 1 0OHAPYKWI, YTO O0e3Hb HaOJIIO-
Janach y KaXJoro mokoseHus. HecMoTps Ha mepByio
Heyza4dy s MPOAOJIKaA 3aHUMAThCSI STUM BOIIPOCOM
Ha MPOTKEHUU HECKOJbKUX JIET 0 TEX MOP, MOKa,
MOCJIe IOJNTUX OOCYKAEHUM CO MHOTHMU KOJIJIETaMU,
s He Y3HaJI O HOBOM KaTerOpuH MBIIIEYHbIX O60/Ie3HElH,
CBSI3aHHBIX C ZepeKTaMU MBIIII] Ha KJI€TOYHOM YPOB-
He, TIPOSBJSIIIUMUCA B O0JISIX, TTOXOXKHUX HA TE, YTO
OTMChIBajIa MaTh, U MePeJAIONUMUCS 110 HACIEACTBY.

K cuacTbhio, MHe yZajoCh OTBICKATh JTY KEHIUHY
Y TIPEAJIOKUTH €U PsZl HOBBIX MCCIeOBaHUM, 6raro-
Zlaps KOTOPHIM Ha 3TOT pa3 HaM yJaJaoCh MMOCTaBUTh
AvarHo3. beut HalleH reHeTUYecKul iebeKT, KOTOPBIH
“MeeT CUMIITOMBI, TPOSIBJIABIINECA ¥ pebeHKa, K TOMY
BpEMEHM Y)Ke mozpociinero. Kak Tosbko 60yie3Hb I10-
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JyJaeT Ha3BaHUe, OHA BBIXOAUT 32 PAMKH HCKIIIOUU-
TeTbHO MeTadopUIecKoro MoHNMaHuA. HeusBecTHas
HacJeACTBeHHas 60ye3Hb, O KOTOPOH He KeJlalu Iro-
BOPUTbH, KaK ecIy ObI 3TO OBITIO IPOKJIATEHE, OKa3arach
OMOXUMUYECKUM lepeKTOM, HapylIeHueM, CBA3aHHBIM
C HEeIIpaBWIbHOU HAaCTPOMKOM reHeTHYeCcKOoro Hacje-
[Ys, OINOKOM YTEeHUA U 3alUCH, €CIU BhIpaXXaThCA
MH)OPMAIMIOHHBIM SI3BIKOM COBPEMEHHOU r'eHEeTUKH.
[TpucBouTh Ha3BaHUe OOJIE3HU — 3HAYUT C/eNIaTh
BKJIaZl B MeZIUIINHY, a TAK)Ke 1aTh Ha/leXKAy 60JIbHOMY.
[ToHnMaHVe MexaHu3Ma 60sie3HH, BOSHUKHOBEHUE ee,
60J1€3HU, HO30JIOTUYECKOTO cTaTyca, JaeT HaJexay
Ha uclesneHue. He 3Hato, Tak i 3TO 1A PO6IeMbl
B II€JIOM, HO JIJI 3TOM CeMbU MOSIBUJICS CBET B KOHIIE
TOHHeJIA O1arofiaps NpeBpanieHuo 601e3HU-MeTapophl
B TeHeTHYecKoe 3aboeBaHue, B ”HGOPMAI[HOHHBIHN
nedeKT reHoB. 11 3TO CTao UM yTelleHUeM.

HaxoHer, 1 pacckaxy 06 OZIHOM CJIydae C IeBOYKOM,
C POXKZIEHUsI CTPaZiaBIlel TSKeJIbIM 3a00IeBaHHEeM T10-
YeK, eCTECTBEHHO, TeHETHYeCKUM. B OOJIBIIMHCTBE CIIy-
JaeB TaKue JIIOAU YMUPAIOT B IEPBBIe MeCALbI XKU3HHU.
Bose3Hb 6bLTa U3BeCTHA KaK GUHCKUNM CHHZAPOM, U3-32
TOr'0 YTO Haubosblllee pacIpocTpaHeHUe IoJydnia
B Qunnananu. Kak u y Apyrux 060co61eHHBIX HAapOZIOB,
y GMHHOB 0COOEHHO YaCTO BCTPEYaroTcs crielindruiecKye
OoJIe3HU C TEHIEHITMEN K BOCIIPOU3BeAeHUI0. V3omanus
03HAYaeT 3H/IOTaMUI0, TO3TOMY HEKOTOPBIE O0IE3HH CO
BpeMeHeM Pa3BUBAIOTCA U 3aKPEIVIAIOTCA 32 KAKOH-THO0
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OJTHO¥M HApOJHOCTHIO, BIUIOTD IO TOTO, YTO CTAHOBSITCS
ee XapaKTepHOU YePTOH, Ja)Ke eCJIN, B UCKITIOUUTETbHBIX
CJIydasix, He MMopakaroT ee OTAeTbHBIX MHAUBUIOB. ECTh
Y ZIpyTUe TPUYUHBI SHAOTaMUH, HE CBI3aHHBIE C Feorpa-
¢duyeckoit 060c06IEHHOCTBIO, — KY/JIBTYPHBIE, TO3TOMY
CYLIEeCTBYIOT OOJIE3HU, CBOMCTBEHHBIE YEPHOKOXKHUM,
eBpesiM, aMHIIIaM. B TeMHBIe BpeMeHa 00sie3Hb M paca
H“Mesy 00IIe ceMaHTHYeCKre KOpHHU. /leBouKa He ObLI1a
(bUHKOM, OHA JKIJIa HAMHOTO F0XKHee, HO 60Jie3Hb ObLIa
(UHCKOTO TPOUCXOXKAEHUS. DTO OBUT OZIVTH U3 TEX PEAKUX
cJTydaeB, KOTZIa MOXKHO OBUIO BOCIIOJTb30BaThCS HOBBIM
criocoboMm JsiedeHus. JledeHHUe TTPUBETIO K TOMY, YTO
JIEBOYKA BBHIPOCTIAa HOPMaJIbHBIM peOEHKOM U IOCTUTIIA
ITOJIOBO3PEJIOro Bo3pacTa. [I0ToM s IoTepsi ee U3 BUAY.
Ee matbh, 3abepeMeHeB BO BTOPOU pa3, 06paTuiach Ko
MHe, YTOOBI Y3HATh, HEJIb35I JIU IPOBECTH '€ HETUYECKOE
rcciaegoBaHue 1wioga. Torga 3To OBLUIO y)Ke BO3MOXK-
HO, TeHeTHKa T03BOJISJIa BBISIBJIATh TeHHbIE eHEKTHI.
Ho s He commacwics, Tak Kak 3aajIcsa BOIIPOCOM: /IS
Yero ceMbe 3axX0TeI0Ch 3HaTh 3T0? OHU paccMaTpHBa-
JIY BO3MOXXHOCTh abopTa? JTa uzies OblIa OTBEPrHyTa
POAUTENSIMH, BO3MOYKHO TIOTOMY, YTO PUHCKUMA CUH-
ZIPOM UM Ka3aJics HAMMEHBIITUM 3JI0M, YIUTHIBAsA, YTO
JI0Yb pOC/Ia HOPMaJIbHO TP MUHUMAJIbHOM JIEUEHUU.
Co BpeMeHeM ceMeliHasi 60J1e3Hb Y pebeHKa ocabe-
Basia 1 OoJsiee He MMeJIa TAaKOU TSKEIOW CTeleHH, KaK
npu poxkaeHuu. Kpome Toro, y cemeHOU napsl ObU10
TBEPZOE PEIUTHUO3HOE YOEXKAEHUE, He AOIyCcKaloliee
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Jla’ke MBICJTH O TIpePhIBaHUY OepeMeHHOCTH. PoguTenu,
KOTOpPBI€ MHCTUHKTUBHO XOTEJIU 3HATh U IIPEBUIETD, HE
cobHparCh UCITOIb30BaTh BO3MOKHOCTh, KOTOPYIO UM
MoIvIa ObI IPeZIOCTaBUTh MeAulinHa. Torza, BO3MOXKHO,
JIydriie O6bUTO ObI ¥ HEe 3HATh 3TOTO.

B mpakTuKe MeguaTpa TaKue Caydau HepeaKu, Ha-
060pOT, OHM BCTPEYAIOTCS MTOYTH €XKeJHEBHO, HO TeX
Bpauel, KOTOPHIE XKeJaloT OTKPHITH /)11 cebs1 6osee mu-
POKUE TOPU3OHTHI, HEXKEU MTPOCTO JIEYUTh OOJBHOTO,
3THU CJIy9ad HaBOAAT Ha Pa3IMYHOTO POZA Pa3MBbIIILIe-
HUS O JKECTOKOCTH CyZAbOBI, O JKeJTaHUU MPeJBUAETh U
pearupoBarh, 0 KJIeiMeHUH, CMUPeHUH, 60pboe, 0 Ha-
YYIHOM 3HAHWU U €T0 COLATbHOM IPUMEHEHNH, 00 JH-
JIOTaMWH, O BAYKHOCTU STHUYECKOU TPUHA/JIEIXKHOCTH.
JlocTaTOYHO OBLIO OZHOTO TTOKOJIEHUS MEIUKOB, YTOOBI
paJvKaJbHO PACIIUPUTH TOPU3OHTHI. Celdac KaKyTcs
OYeHb JJaJIeKUMU Te BpeMeHa, KOr/la B TOU WiIN UHOU
ceMbe TeHETHYECKOe 3a00/1eBaHue TPUHUMAJIOCh KaK
pok. Kaxziass HoBass 6epeMeHHOCTh ObUIa CJIOBHO BBI30B
cyzapbe. 371as ydacTb OHOTO 60JIbHOTO pebeHKa He yMa-
JIsiIa JKeJIaHus IeJIaTh TIOBTOPHBIE MOMBITKYU. Korzga-To,
BO3MOXXHO, OBLIIO IPYTO€ OTHOIIEHNE U K CMEPTH, OCO-
6eHHO AeTcKkoi. OAUH MOU JPYT, KOTOPBIN MHOTO JIET
paboTan BpauoM B Adpuke, pacckasbiBai: «TaMm MaTh
TeOs yTelllaeT, Korza yMUpaeT ee peOeHOK; A Tebs
3TO TIOPaXKeHUeE, JJIs Hee JKe — HeUYTO Bpoje oOMeHa
C IPUPO/IOH, U 3TO B TMOPsAZKE Bellleil. B Appuke s1 BU-
ZleJ1 MaTepei, KOTopble TPUHOCUIU Ha PyKaxX MOYTU
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6e3bIXaHHbBIE TeIa CBOUX JI€TEMN, JIUIIEHHBIE BCIKON
KaKABI KU3HU. OHU TPOTATUBAIUA UX MHE CMUPEHHBIM
’KECTOM, MOJI, IOCMOTPUTE, HEJIb35 JIU YTO-TO CAEIATh?
Ho mpu 3TOM B UX TOBEJEHUU He ObLTO MOJIBOBI, U €CTU
s 0TBevaJs1, YTo OeCcCcrsieH, OHU YAAIAIUCH, 6€3POTIOTHO
MTOAYUHSAACH CyZIb0Oe, HO 6e3 HeHaBUCTH K OKpY’Kalole-

My MUDY>.

Y Hac yke Takoro He 6610, 60pb6a CO CMEPTHIO UMEET
CBOIO UCTOPUIO, Ha MIPOTS’KEHUN BEKOB y JIFOZIeH ObLTH
O/THY TIpe/ICTaBJIEHUs O CMEPTH, a ceiiyac OTHOIIIEHHE
K Heli TOMeHsUIOCh. MBI IO-ApyroMy YMUpPaeM, mo-Apy-
roMy cKOpOouM. B Hallle BpeMsi cMepThb cTasa GpaKToM,
KOTOPOTO CTECHSIIOTCS, 3TO JIMYHOE TIopakeHue. Beero
32 HECKOJIBKO JIET MBI ITEPEIUTH OT IIPUHATUSA PaTaIbHO-
CTH, /I KOTOPOH eIMHCTBEHHOM MePCIIEKTUBOI OBLTO
n3beraTth pOXKAEHUI IeTelt, K BO3MOXXHOCTH IIPEIBUIETh,
YIIPaBJIATh IPOLIECCOM POXKEHUS 3ZI0POBOrO pebeHKa.
Kpome Toro, aTa BO3MOXXHOCTb 60JIbIlle He SBJISETCS
VHWBU/YaJTbHBIM BBIOOPOM OZHOTO YeJIOBEKa, OHOM
ceMbM WM mapbl. HeKOTOphIe reHeTHYecKue 3aboiie-
BaHU [TOYTH [TOJHOCTBIO MCYE3/TH O1arofaps Coluaib-
HOMY BbIOODY. [TlepBoii 6buTa Tasmaccemusi. CHauasaa oHa
rcyessa TaMm, e 6pU1a Hanbosee pacupocTpaHeHa —
Ha ocTpoBe Kump, 61arogaps MoIUTAYECKOMY pellle-
HUIO, TIOAJEPKUBAEMOMY TIPaBOCIaBHOM IIEPKOBBIO U
TYPELKUMHU BJIACTAMHU, IPOTPaMMe CUCTEMATHUIECKOTO
BBISIBJIEHUS HOCUTEJIeH 60s1e3HU cpeau Hacesrenus. C 1mo-
MOIIbIO IPUMEHEHUS Pa3IUnYHBIX METOAUK (B TIEPBYIO
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ouepe/ib — TECTOB Ha BBISIBJIEHHE HOCUTENEH) Talacce-
MHIO yZIaJIOCh MMPAaKTUYECKU TOJHOCTbIO UICKOPEHUTD U
B Utanuu. Cpey eBpeeB-alllkeHa30B Hcyessia 60Ie3Hb
Tes — Caxkca, 0 KOTOpPOU MBI ellle TOTOBOPUM, HEU3-
MEHHO IIPUBOZAIIAS K CMEPTH ITOPAYKEHHBIX €10 ZIeTEH.
OTO TOXKEe CTaJI0 BO3MOXKHBIM Oyiarozapsi mporpaMmme
BBISIBJIEHUS] HOCUTENIEH, ee MHUIIMAaTOPaMH BBICTYITHIA
CWIBHO CIUIOYE€HHAs peUruo3Has rpyIa, KoTopas 3a-
TeM pacIIipUIach, HO OCTaIaCh STHUYECKU OMHOPOIHOM.
B HEKOTOPBIX pErMOHAaX MHPa CUCTEMaTUYECKUH ITONCK
HOCUTeIEH MyKOBUCIIHZIO3a TIPHUBEJ K PAZIUKATbHOMY
CHUKEHUIO caydaeB 3aboseBaHus. [I[poBOAMINUCH U
IIPOBOZISITCS HAIlMOHA/IbHBIE ITPOIPAaMMBI T10 JIMKBH/IA-
1IUM 3a00/IeBaHUM KPOBU B CTPAHAaX C CAMbIMU Pa3HbI-
MM COITMATbHO-KY/IBTYPHBIMU YCJIOBUSAMU: OT AHIJIUU
o CayzoBckol Apasuu, ot MpaHa 1o Manbgus. OTU
IIPUMEPHI, KOTOPbIE MbI pACCMOTPUM 00J1ee TOAPOOHO,
ITOKAa3bIBAIOT, YTO OCO3HAHHOE POXKIeH1e pebeHKa 6oee
He SIBJIAETCS JIUIITb WHANBUAYaTbHBIM BEIOOPOM OZTHOTO
YeloBeKa WJIY OZJHOM Maphl, 3TO GAKT, PeACTABIAIONNH
coIMaJbHBIN UHTepecC. [IoABUINCH CEMeHHbIe KOHCY/Tb-
TaQHTHI, PACTET KOJUYECTBO TeHETUYECKUX KOHCY/IbTa-
nuii. Ho, Kak Bcerza, mporpecc mopoxxiaeT HOBbIE BO-
mpockl. /o KaKOl CTeTIeHU Mbl MOXKEM YTBEPKAATh, UYTO
CYIIIeCTBYeT O0IlleCTBEHHBIN MHTEPEC K NCYE3HOBEHUIO
reHeTUYeCKUX 3a00ieBaHUM OaroZiapsi TeHeTUYECKO-
MYy TECTUPOBAHUIO, B IIEJIOM IIPOCTOMY U JlellIeBOMY?
PaBHOCHJIBHO JIK 3TO MCYE€3HOBEHUIO MHDPEKIIMOHHOTO
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3aboseBaHuA? MOXET JIU JIMKBUJAIUS TaJlacCeEMUU
CpPaBHUBATHCA C IMKBUALVIEN OCITBI WIH ITOJIMOMUEIN-
Ta? JIo/KHO JIU paclpoCcTpaHeHWe reHeTUYEeCKOT'O TeCTa
CJ1eZI0BaTh TEM e IIpaBWiIaM, CKaXXeM, 4TO U KaMIIaHUA
10 BaKIIMHaNu? PaBHO3HAYHBI JIY, [10 CyTH, KOHTPOJIb
OKpy:Kalolleil cpeibl U KOHTPOJIb Ilepelayu reHa OT
OZHOT'O TIOKOJIEHUA pyroMy? BricTynarouuii IpoTUB
BaKI[MHAIIUU U 32 €CTECTBEHHYIO 3alUTY OT UHpEKIU-
OHHBIX 3a00/IeBaHU IPUHAAJIEKUT K TOH Ke KYJIbTyPE,
YTO U TOT, KTO BBICTYTIAET IPOTUB I'€HETUYECKUX TECTOB
U TIOJJIepKUBAET U0 eCTeCTBEHHOU Ilepelauu reHe-
THYeckoro Hacnegusa? O4eBUAHO, HET, HO OOBIACHUTH
[10YeMy — HEIIPOCTO.

MEI HaUHEeM aHa/INU3 C y4eTOM COLIMAIbHOr'O MU KOJI-
JIEKTUBHOI'O MHTepeca, IIONbITaeMCA IIOHATh, KAKOBBI
OBLIN TIpeAIosaraeMble WU peajln30BaHHBIE MOJe-
JI1 BMelllaTeabCTBa /11 KOHTPOJIA PacIpoCTpaHeHUa
reHeTUYeCcKUX 3ab6oseBaHUNA. MBI IpOaHANIU3UPyeM
camble pa3Hble CIIoco6kl, pa3paboTaHHBIE B Pa3TUYHBIX
KyJIbTypax. MBI paccMOTPUM IPOOIEMY KOJUIEKTUBHOTO
VMHTepeca K KOHTPOJIIO ITepelauyl reHeTHYeCKUX 3a60-
JieBaHUH U CHIDKeHUIo 3a6oeBaeMocTH. [TonmbiTaemMcs
OTBETUThb Ha BOIIPOC, UTO 3aCTaBUJIO Pa3jUYHbIe Ka-
TETOpUMU JIIOZleH, YY€HBIX U He TOJIbKO, COAEeNCTBOBATh
peanu3anuy €eBreHU4YeCKUX WIN «HeOeBreHUYeCKUX»
IIpOrpaMM U C KaKMMHU pe3yabTaTaMu. [locTapaemcs pa-
300paThcs, ToueMy HabupaeT MOy IAPHOCTD AVCKYCCHS
Ha TeEMY HOBOW €BIreHUKHU. [IoroBOpMM O CTaphIX AUCTO-
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IMHUAX 1 HOBBIX YTOIIMAX. HaKOHeL[, MBI paCCMOTPpHUM KpyT
pa3JINYHbIX COBPEMEHHBIX MHTEPECOB, UHANBUAYAJIb-
HBbIX M KO/UIEKTHUBHBIX, DSTUYECKHNX N DKOHOMHNYECKHX,
YTOOBI IIOHATDH, BO3SMOXXEH JIN KYJIbTyprlﬁ CHHTE3.



I. Pa3pywutensHoe Hayano

bakTepuu v rexsbl

B HeKOTOpHIX acnekTax UHOEKIMOHHbIE U reHeTuYe-
ckue 3a60/1eBaHUsA UMEIOT CXOXKYI0 UCTOPHUIO. Y 000-
MX, MOJKHO CKa3aTh, €CTb IIPEJBICTOPHs, 3HAHUE ante
litteram”. VIHpeKI[MOHHbIE 3a00I€BaHMS, TEPEJAIOIIIECS
3apakeHreM, ObUTM U3BECTHBI O1arofiaps XxapaKTepHOM
TeH/JIEHIIUM K pacipocTpaHeHuto. [IpeacTaBieHne o
HUX OBUIO MUGPOJOTUYECKUM: SMMUAEMHUY TOJKOBAIUChH
KaK I'HeB O0r0B, KaK MbI IOMHHUM M3 ONKcaHui ['omepa.
HaTtypanu3m rpedyeckoii mKosbl ['MNmokpara cBA3bIBal
AMUEMUU C IPUPOJHBIMU ABJIEHUAMU: CYXOCThIO WU
BJIATOM, XOJIOZOM MJIM TeIlJIOM. 3aJ0JIro 0 TOro, Kak
YeJIOBEYECTBO Y3HAJI0, M3-32 YETO BOSHUKAIOT O0JIE3HH,
KOTOpBIE MBI CETO/IHA Ha3bIBaeM 3apa3HbIMU, PAa3/INYHbIE
TeopuH 00 NHPEKITMOHHBIX 3a60IeBaHUSIX TPU3bIBATA
K IIPUMEHEHUI0 Mep U30JIALNY, OTAENEeHUA U yaleHUS
6O0JILHOT'O OT 00IIecTBa g 3allUThl II0CAEIHETO OT
pHcKa pacmpocTpaHeHUs: 6oe3Hu. DOPEeKTUBHBIX Jie-

* Jlo TOro, KaK TEPMUH CyllecTBoBas (J1aT.). — IIpumeu.
peo.
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KapCTBEHHBIX CPE/CTB ellle He CYIeCTBOBAJIO, HO ObLIH
yCTaHOBJIEHHI I ICTBEHHbBIE TIPaBUIa MPOGUIAKTUKH.
Tak 6pL1a MOOEXK/IeHa MPOKa3a, TakK, CITyCTs CTOJIETHUS,
JIIOAY TT0O60POJIK YyMYy, a 3aTeM U XoJepy. MeajieHHOe
MCYE3HOBEHNE OCHOBHBIX 3IIH/EMHOJOTNYEeCKHUX UH-
beKITMOHHBIX 3a00JIeBaHUi U CHIDKEHHE CMEPTHOCTH OT
HUX HavaIrCh 3a[0JIT0 [0 TOTO, KaK ObUIN N300peTeHbI
AHTUOMOTUKY U BaKIIMHAIIKA.

Hazto oTMeTHTb, 9TO CyIleCTBEHHOE BIUAHIE OKa3aJIn
TaK)Ke IpaBwiIa NPOGWIAKTUKY, YIydIlleHUe MUTAaHUSA
U YCJIOBUH KU3HU*.

Y reHeTHYECKUX 3a00/€BaHUH MOXXHO MPOC/IEUTD
AQHAJIOTUYHYIO 3BOJIIOLIMIO, XOTS YETKHE 3HAHUA O HUX
MOSIBUWJINCH ITO3)Ke. VI3HaYaIbHO 00bsICHSIEMAsT OI€PIKU-
MOCTBIO CBEPXHECTECTBEHHBIMU CHJIAMHU SITHJIETICHS,
KOTOPYIO IyTaJIX C APYTUMH HEBPOJIOTUYECKUMH U TICH-
XUYECKUMU 3a00IeBaHUSIMH, MTO3KE CTajla CIUTATHCS
Hac/eICTBEHHOU. YTOOBI IPEKPAaTUTD TIepesavy ciie-
AYIOIIMM TTOKOJIEHUSIM, B HEKOTOPBIX CTPaHaX B BOCEM-
HaZII[aTOM BeKe ObLT YCTAHOBJIEH 3aIIpeT Ha BhIAAYY
AMWIENITUKAM CBU/ETENbCTBA O Opake. KoHEeYHO, 3TO
65L10 Mas103pbEKTUBHO, U CETOHS MbI Ha3BaJIH OBI 3TO
€BreHNYeCKOU Mepoi, HO TPUMeYaTeTbHbIM SBIISAETCS
TO, YTO JIEJIAJINCh MOMBITKU MPUMEHEHUS CTPaTEerui
MPOGUIAKTUKH.

[TpopsiB B 3HaHUAX 00 NHPEKIINMOHHBIX U TeHeTHYe-
CKuX 3a00JieBaHUsAX OBUT cOBeplieH B KOoHIle XIX Beka
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C HacCTyIUIeHHeM OaKTepHUOJIOTUYeCKOU 3PbI, C OZHOM
CTOPOHBI, U, C IPYTOI CTOPOHBI, C IOABIEHUEM TeOPUH
JlapBUHM3Ma ¥ IIOBTOPHOTO OTKPBITUSA 3aKOHOB Ha-
c/le[CTBEHHOCTU. YelloBeK HaKOHeI BEpHYJ/ICS B JIOHO
MPUPOABI U OBLI MIPUHAT €10 KaK dBOJIOIMOHUPOBAB-
mui npoAyKT. C Tex Mop 3BOMIONUY MHPEKIIMOHHBIX
Y TeHeTUYeCKUX 3ab0jieBaHU TTeperuieTatoTcs. Iloce
oOHapy:KeHU: dJIeMeHTapHBIX GOPM KU3HU U yCTAHOB-
JIEHUS UX CBA3U C BBICIINMU GpopMaMU, UX PACIIOIOXKe-
HUA Ha MepapxXudecKol JiecTHHUIe OBLIO YCTaHOBJIEHO,
YTO eCcTh 00IIye IpaBuiIa CyIeCTBOBAHUA U UYTO BCe
6uonmorudeckre GopMbl, OT MUKPOOOB 10 UeslOBeKa,
pa3BUBAOTCA 110 OZHOMY ITyTH. CIYCTS HECKOJIBKO Jle-
CATUJIETUN OTKPBITUA B 00J1aCTH reHeTUKU OaKTepuil
MTO3BOJIMJIY TTO3HATh MEXaHN3MBI, YIIPABJIAIOIINE SBJIe-
HUSMY OPTaHUYECKOU KU3HU. B HacTosAIee BpeMs 3TOT
COI03 IIPOZio/IKaeTes. JIJisl ledeHUA KJIETOK, TIOPaXKeHHbBIX
reHeTU4YeCKUMHU 3a00IeBaHUAMU, UCIIONb3YIOTCSI BUPYCHI
B Ka4eCTBe IEPEHOCYNKOB 3/J0POBBIX T€HOB, CIIOCOOHBIX
WCIIPABUTh reHeTUYeCcKuH JedekT. [loHnMaHue XU3HU
6aKTepUii 1 BUPYCOB C/IeJIalo BO3MOXXHBIM 00bACHEHUE
’KU3HU YeJIOBEeKa I10 IIKajie BO3PaCTaHUsA CIOXKHOCTH,
a Takxe IeHHOCTel. Ho eciu yzaeTcs KOHTPOJIUPOBATh
pocT 6aKTepHUii, eC/I OHU BBIPAIIUBAIOTCA C I[EJIbIO
YITy4IIeHUA BBICIINX BUZIOB, TO HEJIb34 JIU C/IeIaTh TO JKe
camoe ¢ 4eJIoBeKoM? B mpuHITHIle, 3aKOHBI 3BOIIOINN
ABJAIOTCA 06mMMu. O6 3TOM AyMasiu MOCaeZ0BaTETN
€BreHUKU.
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«YeyoBeyecKoe CyleCcTBO — 3TO OpPraHU3M, XKUBOT-
HOE, ¥ 3aKOHBI, KOTOPbIE PETYTUPYIOT CEJIEKITHIO KYKY-
PY3bl WIH TIOPOJEI JIolIazell, eHCTBYIOT U /A Hero.
Ecsm aTa mpocTas ucTuHa 6yzieT oTBeprarhes U He OyzeT
peryarpoBaTtbcs OpayHbli BEIOOD, TO IIPOrpecc YyeIoBe-
YecTBa OCTAaHOBUTCA» .

Be3 comHeHus, yeioBeyecKkoe co3saHre CTOUT BHIIIIE,
YyeM MITHUIIBI; U €CJIU CeTOJHSI MBIl MOXXeM TOYHO TIpeJ-
BUJZIETH NMPU3HAKU TIOKOJIEHUA Y OTAENTbHBIX BUJOB KYP,
TO B OZIMH MTPEKPACHBIH IEHb TO YK€ CaMO€e MOXKET OBITh
BO3MOKHBIM U IIPUMEHUTENBHO K YeIoBeKy. Tak Jke, KaK
MBI yM€EM CO3/IaBaTh JIFOOYI0 KOMOWHAIIUIO PU3HAKOB
MOPCKUX CBHHOK, Kyp, 3€pHa WIH XJIOIKa, Mbl MOXXeM
HaZlesIThCA CZeIaTh 3TO U JJI YyeoBeKa’.

Ho oTBneuemcs oT 1abopaTopuu: HHOEKINOHHbIE U
reHeTu4eckue 3a60eBaHUsA UMeJIH CXO/CTBO B CTEIIeH!
BJIMAHMA, OKa3bIBa€MOI'0 Ha COLIMAIbHYI0 PeaJbHOCTb.
OTa nmapajurma, KOHe4HO, JUKTOBajIach yclexaMmu B
60pbbe IPOTUB pacnpocTpaHeHUusa UHPEKINH, KOTo-
pble YCTaHOBWIU IIPUOPUTET 3aLIUTHI 001IeCTBa, a He
VHVBUAyyMa. 3aluTa BceX, BO3MOXKHO, Bcerza 6pima
IIPUOPUTETHOM 110 OTHOIIEHUIO K OT/Ie/TbHON IMYHOCTH.
OTO ApeBHAA MOJeb, U ee yCIleX CIUIIKOM O4eBH/IeH,
YTOOBI He OBITH TOMY/IAPHON B COIIMAIBHOMN KYIBTYpPe U
MOJIMTHKE, BIUIOTH /I0 CO3JJaHUA YyMHBIX TPUOYHAJIOB,
CaHUTAPHOU MHCIEKIIUU, Hecylel 3HaMs CUCTEMBI
3/I[paBOOXpaHeHMUs.
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fIcHO OfiHO: BO¥HA ¢ MHPEKIIMOHHBIMU 3a00/I€EBaHU-
My TpeboBasia co3/[aHuA CUIbHBIX YIPEXKIEHNH, KOTO-
pble cMOIIM ObI YCTaHOBUTD ITpaBwia. Ha camom zerte,
9TU MOZEIU CTaJIU 00A3bIBAIOIINMU, CETOAHS MbI ObI
CKa3aJy, pyKOBOZSIINMHU, CIYIIeHHBIMU CBepXy. BUTBa
MPOTUB MHOEKIIMOHHBIX 3a00IeBaHNU pa3BepHY/IaCh
Ha COLMAJIbHOM TIOYBE ropaszio paHbllle, 4eM Bpar ObuT
obHapy:keH. C IPHUX0ZI0M TOHUMAaHUS TOT'O, YTO OOJIE3HU
Iepe/IaloTCs OT YeIoBeKa K YeI0BEKY, BO3HUKJIA 3a/1a4ua
MpeJOTBPAIlEHUS UX PaCIpPOCTpaHeHUs. [10ABIINCH
TaKue MOHATUH, KaK KapaHTUH, U30JIATOP, Cerperarus,
CTaJIM CO37aBaThCS MECTa OTAeNeHUs OONbHBIX, TAKUE
Kak Jierpo3opuu. CTaso MOHATHO, YTO MoOe/ia 3aBUCUT
OT CKOPOCTH pearnupoBanHusi. Ho 6bUH 1 cepbe3HbIe TTpe-
MIATCTBUA: KAK BMEITMBATHCSA B YeTOBEYECKHE KOHTAKTHI
6e3 ymepba Ajis1 KoOMMepYecKol AeaTeabHOCTH? Kak
ZI0OUTHCSA KOHTPOJISI TOBAPOB, CKOTa, He Melnas pabore
MeXaHU3MOB, T€HEPUPYIOIIUX 60TaTCTBO?

CHavaJsia coluaJbHbIH KOHTPOJIb OCYIECTBIIN
CBAIeHHUKY. [IpaBwia KHUTH JIEBUT MTpeATUCHIBATN
CBSAINEHHOCTYKUTEJI0 MOCENATh eBPEEB, Y KOTOPHIX
0OHapYXKUBAJINCh YeIIYHKHA Ha Koxke. Eciu 60e3Hb
MIpoTpeccupoBajia U COMPOBOXKAANACH MOSIBIEHUEM
OeJbIX MATEH, TO CIUTAIOCH, YTO OOTBLHOMU ITPOTHEBA
Tocrnioza, v ero Heo6X0AMMO OBLIO YAATUTH U3-TI0J KPOBa
Y OTZIaJTUTh OT OOIIIECTBA /IO TEX ITOP, ITOKa €T0 KOXKa He
HICIETUTCS.
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[ToTom 3Ty PyHKIUIO CTaMU UCIOIHATD I'PakKjaH-
CKMe BJIACTH, YTO OBUIO 3aKpeIuieHo yka3oM Porapu
B 625 rogy. Ilpu nane Anekcanzpe III Tpertuii Jlate-
pPaHCKUI cOOOp permaMeHTHPOBAJ OTHOLIEHUS MEX/Y
IIPOKa)KEHHBIM 1 001IIeCTBOM ITyTeM HaJIOXKEeHUA 3aIpeTa
Ha IoceleHre 60JbHBIM O0IIeCTBEHHBIX MeCT (PBIHKOB,
MeJIbHULL, TIEKapeH U T. /I.), PEJTUTHO3HbIE 00PALBI MO
CoBeplIaThCA Ha PaCCTOSTHUU, MOIVIM CO3/jaBaThCs LIepK-
BU IIpU J1a3apeTax. /i 60pbOBI ¢ 4yMOi OBLIO CO3jaHO
naxe cyzaeb6Hoe BeoMcTBO. OOIIeCTBO UMeEET IIPaBO
3amuIaTh ce6a 1 MOOUIN3YEeT CBOU YUIPEXJEHUA CO
BCell CypOBOCTBIO, KaK eCIu ObI 3TO OBLTH BOOPY>KEH-
Hble cwibl. Elle nosxe, Korga xosnepa oxBaTtuwia EBpo-
1Ty, MOABWINCh TPaHCHAI[OHA/IbHBIE OPTraHbl 3aIUTHI.
Cozzanue BcemypHOM opraHU3aliy 3ZipaBoOXpaHeHus
OBLIIO Pe3yJIbTAaTOM MEX/YHAPOAHBIX KOHbepeHIUH
10 3aIUTe OT XOJIEPhl U YyMHI. [lo3unua obuecTa
[ICHA: 3aI[UTUTD ce0s1 OT BHEIIIHETO Bpara, KOTOPbIN eMy
yTpOKaeT; U rpakJaHrH, He jKeJalolui MOJYUHUTHCA
IIpaBUJIaM, MOXET OBITh IIOABEPTHYT IIpecel0BaHMUIO,
KaK IPU3BIBHUK, YKJIOHAIOUUNICA OT BOEHHOU CITYKOBI.
Mozenp conyaabHON MOMOIIU COBEPIIEHCTBYETCA B
BOCEMHA/LIaTOM Beke, ¢ co3faHreM CaHUTapHOU MH-
CIIeKIUH, KOTopas cjle/iuia 3a IpUMeHeHueM 3aKOHOB
0 3/I0POBBeE JJISI 3aLTUTHI BCEro 00IIecTBa.

B KOHIIe IeEBATHAAIIATOTO BEKa Bpar 0OHaPYKWI cebsl.
BbLIH OTKPBITH MUKPOOHBIE GOPMBI JKU3HHU U BhISIBJIE-
HBI MTHCTPYMEHTHI, KOTOPbIE TI03BOJISIN IeHCTBOBATh
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npullesbHee. OTO ObUIa PEBOIONMA He TOJBKO B Me/IU-
I[MHe WY 6M0JIOTHH, HO U B coMaNbHOM cdepe. ITocre
oTKphITHH [TacTepa u ero mociezoBaTteneil MmeTadhOpHl
BOHMHBI BOIIUTU B JabOpaTopyu, a THPEKIIMOHHBIX 3a60-
JIeBaHUM — Pa30ILUINChH B OOIIIECTBeE.

OBOJIIOLIMOHUCTHI ¥ T€HETUKU, KOTOPbIE UCC/IeI0BAIN
HaceseHue B KOHIle XIX BeKa, XOpOIIO MOHANU MeXa-
HU3MBI, C TOMOIIIbIO KOTOPBIX OAKTEPUOJIOTH IMOTPSCIU
11es10e 001ecTBO. Takke OHYM HAUMHAIU TOHUMATh, 9YTO
peanusanya UX HaydHOU NMPOTrpaMMBbl U pacIlpocTpa-
HeHUe UX 0CO00TO BUJEHUS MUPA 3aBUCEH OT CITOCO0-
HOCTHU BJIMATH Ha COLMAJIbHBIE U/IEU U NIOJIUTUYECKUE
pelreHnda. OHU TOBOPWIM O «ITaCTepU3alun» HaceleHUA
TSI TOT'O, YTOOBI OTIPEZIETUTD COI[UAIbHBIE TIOCTIECTBUS
W/iel, MOSBUBIINXCA B JTJaboparopusax ITactepa. OgHo-
BPEMEHHO MOXXHO YIIOMAHYTb U O «JapBUHU3ALUN»,
yTOOBI 0003HAYUTH MTPOIIECC, C TOMOIIBIO KOTOPOT'O y4e-
Hble-TeHeTUKY, ante litteram, B KOHIIe IeBATHAAI[ATOT'O
BeKa XOTeJIU MOBIUATH Ha prtocopckre, colfuaabHble U
MIOJIUTAYECKUE UZIeU U TOAYEPKHYTh CBOIO 3HAYMMOCTh
B rUIMeHU3aluu HaceleHuA. HecMOoTpA Ha UX BHEIIHE
OTITIO3UITMOHHYIO 60PBOY, Y TEHETUKOB C OaKTepHoJIora-
MU ObUTO OOlIiee KelaHue PaCIIUpPATh IPAHULIBI CBOEH
JeITeTbHOCTU Y BBIMTH 32 IIpeiesTbl COOCTBEHHO HayKH.
B mpeAnCIOBUY K OZHOU U3 CBOMX KPYIHENIINX PabOT
Yapna3 JleBeHNOPT, OAUH M3 OCHOBATeJiell eBTeHUKHU B
Amepuke, ceToBaJ, YTO COBPEMEHHAA eMy MeJUllIuHa
IIpeyBeJInYrBajla pojab MUKPOOPTraHU3MOB B Ka4eCTBE
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MIPUYMHBI 00JIE3HEN U YITyCKaia U3 BUAY BaXKHOCTD Te-
HeTHYeCcKuX GaKTOPOB, KOTOPHIE, IT0 €TI0 CJIOBaM, UMeTH
Gosblilee 3HAYEHUE B IPOMCXOXKAEHUU 3a00IeBaHul
1 MOIVIK OOBSICHUTD, B TOM YHCJIe, Pa3HYI0 OTBETHYIO
pPeaKInio Ha MHPEKITHIO Y Pa3HBIX JIIOAEH.

«CoBpeMeHHast MeJUIIMHA HECET OTBETCTBEHHOCTD
3a TO, YTO He IPUHHUMAaeT BO BHUMaHUe Ba)KHOCTh
BJIUSHUSA HacaeACTBEHHOCTH. OHA CIUIIKOM COCpe-
JOTOYM/IACh UCKIIOYUTEIbHO Ha MUKPOOPraHU3Max U
Ha YCJIOBUSAX KU3HU U UTHOPUPYET UHANBUAYaTbHbBIN
2JIEMEHT, KOTOPHIH OIpeziessieT IpoTeKaHue JTH00ro
3abo0eBaHUg»’.

[YTBepkaeHue, 4yTO] «bOesas ropsadKa Wik CUDUIHC
MOT'YT OBITh IPUYUHOM TTapaInya, SBISeTCS HEITOTHBIM.
OmBIT TOKA3BIBAET, UTO HE yV BCEX JIFOJIEH, 3apa’keHHBIX
6arUIoNn TybepKye3a, MPOSBIISIIOTCS YXKaCHBIE CJIE/IbI
oTOH OosesHu. [...] [DTu 60se3HMU] ABIAIOTCA HE YeM
WHBIM, KaK crenuduyecKod peakiyei opraHusma Ha
KOHKPETHBIN BpeHbIHN GaKTop»S.

HTak, Ka)XeTcs, YTO CYIIECTBYET MPOTHUBOCTOSHUE
MEXXy TEMH, KTO YTBEP)KAAET, YTO 3ab0IeBaHue TIPO-
BOIIUPYETCS CPeioii U 3apakaloluMU ee MUKPOOpra-
HU3MaMH, ¥ TEMU, KTO OTCTaMBaEeT MEPBOCTENEHHYIO
POJIb BPOXKAEHHBIX paKkTOpoB. [TocieHMe 3aMedalorT,
YTO MPU OJWHAKOBOM BO3/E€UCTBUU OIpeeTeHHON
cpeJibl, WU OTpesieieHHON 6akTepuu, 60JIE3HBIO TT0-
pa)karoTCs TOJBKO HEKOTOPHIE JIO/IU, CJIeZIOBATETbHO,



I. Pa3pywutensHoe Hayano 27

JIFOIA POXKAAIOTCA PA3HBIMU U IOJIKHBI OBITh U3Y4YeHBI
B X Pa3HOOOpa3uy U B UX PA3INYHON CIIOCOOHOCTH
aZlaliTUPOBAThCA K OKpYXKarolei cpege. MeaunnHa,
Ka3aJI0Ch, HAXOAUTCS Ha nepenyThbe. C 0HOM CTOPOHBI,
OHa MoIJIa HalTU B OKpYyXKarllel cpejie maToreHe-
Trudeckre GpakTopsl, Oyb TO MUKPOOBI WJIM MUA3MBI,
U, TZIe 3TO ObLIO BO3MOXKHO, 03Z0pOBUTH UX. C Apyroi
OHa JJoO/DKHA OblIa CUUTATHCA C NIyOOKUMU UHUBU-
NYyaJIbHBIMU Pa3INIUAMU U CIIOCOOCTBOBATH, IZle 9TO
BO3MOXKHO, Pa3BUTUIO HauboJiee IPUCIOCOOIeHHBIX.
OTO MPOTUBOCTOSIHNE HE OTpaHUYUBaeTCA c60pOM
JAHHBIX, IPOBEJIEHUEM DKCIIEPUMEHTOB WM aHAIU-
30M peasbHOCTH, OHO ITlepeMellaeTcs Ha COLMAaTbHbII
IJIaH, YTOOBI 0OecreuuTh cebe Mpu3HaHue U yOeaUTh
OKpY’KaIoUIUX B HEOOXOANMOCTH GUHAHCUPOBATH CBOU
VHUIIMATHBEI BO UM 6J1ara, KOTOPOe OHU MOTYT IIPUHe-
CTU Y€JI0BE€UECTBY, YIy4IINB yCIOBUA KU3HU, TOKOHIUB
C HECYACTheM, MTPO/JIUB XKU3Hb. YUEHBIE JOJKHBI ObITh
B COCTOSTHUM U3JIOXKUTDH CBOU TE€3UCHI TAKUM 00pa3om,
YTOOBI yOeIUTh ITOJUTHUKOB U BCIO HAIUIO; OHU I0JDKHBI
pa3BMBaTh PUTOPUKY. HayuHble apryMeHThbl U BUAEHMUS
MUpa CMEHAIOT APYT APyTa, U He Bcerja sicHO, KaKue
npeobrazamoT. JleBeHIOPT CYUTAN, YTO TaK JOIKHO
OBITh, €CIIU

«[mucaTh] cTaThbU B MOMY/IAPHBIX XKypHajax, HarpaB-
JIATh UX pabOTHUKAM COITUAIBHOM chephl, A1 UHDOP-
Malluy BpadyaM, yUUTENAM, PETUTUO3HBIM BIACTAM U
3aKoHoZaTe AM [...] ¥, HaKOHeIl, [...] Ioce Toro, Kak
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00IIeCTBEHHBIN IyX OyJET I0OCTATOYHO CTUMY/IUPOBaH,
HY)KHO KPUCTa/LTU3UPOBATh €r0 B COOTBETCTBYIOIIUX
3aKOHax»’.

Mozenb MHPEKITMOHHBIX 3a601€BaHUN U CIIOCO6-
HOCTb IIEPEHOCUTH Hay4YHbIe 3HAHUS Ha COI[UATBHYIO
MIOYBY BBIBeJIA, TAKUM 00pa3oM, 3BOJIOLNOHKUCTOB Ha
BepHBIH myTh. ConnanbHbIM JapBUHU3M OBbUT HAyYHBIM,
MOJIMTUYECKUM U KYJIBTYPHBIM JBH)XEHUEM, KOTOPOE
OTTAJKUBAJIOCh OT 3aKOHOB 3BOJIIOIIUU BUZOB, YTOOBI
06paTUTHCA B KOHIIE KOHI[OB K OTHOIIEHUAM MEXAY
moapMu. Ha mpoTs>kKeHNUU BeKOB OaKTepHoJIOTH ante
litteram pa3pabaTbIBasy UHCTPYMEHTHI KOHTPOJIA HaJ,
o611ecTBOM, U BPYT UX POJib OKa3ajaach CBeJeHHOM
K MUHUMYMY — TeIlepbh, KOT/Ia JIIOAY Y3HaJIH, YTO de-
JIOBEK He OBUI CO3/]aH HZIeaIbHBIM B IeHb COTBOPEHUA,
a OBLI JIMIIb PE3y/IbTaTOM IIpoliecca ajalTalluy; Terephb,
KOI7ZIa CTajJI0 M3BECTHO, YTO CyI[eCTBYET TeCHAsA CBA3b
MeK/ly TIOBTOPHBIM OTKDBITHEM 3aKOHOB abbara MeH-
JieJid ¥ TeOpUAMHU HaTypanucTta JlapBuHa.

Hazo 6bL10 cZies1aTh Iar HaBCTpedy OOIIeCTBY, U AJIS
3TOTr0 HeOOXOANMO OBUTO, YTOOBI MEXKAY HUM U YIeHBIMU
YCTaHOBWICS OOIINI A3bIK, KOTOPHIN, €CTECTBEHHO, HE
JOJDKeH OBbLT OBITh TEXHUYECKUM, a 0053aTeTbHO MeTa-
¢dopryeckuM. MiMeHHO ¢ ToMoIIbi0 MeTadOphl MOXKHO
OBUIO 3aCTAaBUTh OOITECTBO MPUHSTH HAYYHbBIE TEOPUU U,
IJITaBHBIM 00pa30M, TIO3BOJIUTH SI3bIKY HAYKH TIOJYIUTh
IIMPOKUU COLIMAIbHBINA PE30HAHC.
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Vox sanguinis
(nat. — «30B KpoBU»)

Y 6ome3Hu Bcerza ecThb APyroe 3Ha4YeHHe. DTO He TPo-
cToe 6uosorudyeckoe sipieHre. OHAa MOXKET MOAHATH
Y HU3BEPTHYTH, YKPAaCUTh U 00€300pa3uTh, HE TOIHKO
B 3CTETUYECKOM, HO U B MOPAJIbHOM CMBICJIE.

CoxpaHeHMe )KU3HU — 3TO OCHOBHOE CTpeMJIeHUe
YeJIOBEYECTBA, BIIPOYEM, TaK JKe, KaK M cOXpaHeHue Oa-
JIaHCA C TPUPOZAOH. DTO, BO3MOXKHO, CTaBIIIasA €CTeCTBEH-
HOU MeuTa (WIM Hy)KZa) 0 6ecCMepTHH, B PA3TUYHBIX
dbopMax MpUCYTCTBYIONIAs BO BCEX JKUBBIX CyIECTBaX.
JKusHb — 2TO pe3y/nbTaT HEBEpOATHOI'O OanaHca; Jo-
CTaTOYHO HeOOJIBIIIOr0 BO3MYIIEHUS, YTOOBI HAPYIITUTh
ero, a 60Jie3Hb — 3TO COCTOSTHHE, KOTOPOE YI'POXKaeT
BBDKMBaHUIO. HeT HUYero CTpaHHOTO B TOM, YTO H/es
60JIe3HN COCTOUT B 3aXBaTe BCETO CYIIETO, OT BBICIINX
CTPEMJIEHUH /10 TTOBCETHEBHOM YKMU3HU, 00YCIOBINBAs
ero. 3abosieBaHue ABJIAETCA IIPEAMETOM CIVIa3a, a O0sI3Hb
3J1a HaIOJIHSET BCIO YeJIOBEYECKYIO KU3Hb, YTO OYeHb
YETKO MMPOCIEKUBAETCA B peur. MeTadhoprudecKuil I3bIK
HY>KEeH JIJIs1 CO3ZIaHUS MOCTA MEXAY «IUCTHIM» HaAyYHBIM
3HaHHEeM, KOTOpOe, KOHEYHO, 6e3 Hero 6bI 060ILTOCH,
1 OOIIeCTBOM, U MTO3BOJISIET YEJIOBEKY MOIYIUTD TIPe-
CTaBJIEHUE O CBOEM COCTOSTHUU, TeM OoJiee MpU3pavHoe,
yeM MeHblIle 60JIe3Hb SIBIAETCS KOHKPETHBIM GaKTOM.
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[Tapagurma nHPEKIMOHHBIX 3a00/IeBaHUM, KOHEYHO,
MOJIyYnyia OTPOMHBIM yclex, 0 YeM CBUZETeNbCTBYeT
ee TIPOHUKHOBEHHE B A3BIK 001eHus1. O6 3TOM MHOTO
ropopwia Cbio3eH 30HTar'’, cocpezioTounBasich Ha BIIU-
STHUHW, KOTOPOe HEKOTOPbIe 3a00/IeBaHMU OKA3bIBAIOT HA
MeTadOpUIeCKU SI3bIK: CHavYasIa TyOepKysie3 u cudumc,
3aTteM pak u CIIV/I. MHorue MmeTadopsl NHGEKIIMOHHbBIX
3a00JIeBaH1I HaBesTHbI BOKMHOM. Bophba mpoTuB HH)EK-
I[MOHHBIX 32a00IeBaHU CPOZHU BOEHHOMY CPa’KeHHIO.
BakTepuu ¥ BUPYChl — Bparu, OT KOTOPhIX HEOOXOIUMO
3amUTUTHCA. OpraHu3m obsazaeT HAbOpPOM ecTeCTBEH-
HBIX 3aIIIUT IPOTUB HUX, bapbepaMu, KaK TOpHbIe Xpeo-
TBI, KOTOPBIE TIPEICTABIIOT COO0U TPYAHOIIPEOAOTUMBIE
T'PaHUIBI, HO TTPU HEOOXOAMMOCTH TEJIO B COCTOSTHUU
MOOWIN30BaTh CBOIO apMUIO, CBOI0 UMMYHHYIO CUCTe-
My, KOTOpas IleJieHalpaBJeHHO aTaKyeT OaKTepuu U
paspymaet ux. [Tose 6051 MOXeT OBITh pACIIUPEHO OT
OZHOT'O YesiIoBeKa /10 I'PYIIIBI JIIoJel, a TO U [I0 I1eJIor0
obmectBa. [IpoBozATCA MpodrIaKTUIECKUE KaMITaHUH,
KaMIIaHUM 110 UMMYHU3alUU AJid 3aIUThl HE TOJTbKO
OTZIeJIbHBIX JINII, HO Y BCEro COIMAJIbHOI'O OpraHu3Ma.
BuTBy IpOoTUB MHOEKIIMOHHBIX 3a00/1€BaHUN MOXKHO
BBIUTPATh IIyTEM YKpPeIUIeHUA KaXK/J0ro U TUTHeHU3aluu
BCeX, TTOBHIIIAsA 3aIIUTHBIE CUJIBI, BO3BO/S Oapbephl. Ty-
6epKysie3 ¥ cuUINC CTUMYIUPOBATH paHTA3UIO MHOTHX
nycaresiei, U U3BeCTHO MHOTO JINTEPATyPHBIX IepCOHa-
’Kel, TTosIBJIeHNEe KOTOPBIX ObUIO BIOXHOBJIEHO 3TUMU
6oe3ussMu. OUeBUAHO, KOTAA TyOepKy/ie3 U CUPUIUC
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OBLTH OYeHb PaCIpPOCTPAaHEHBI U IBHO BUAHBI, KOr/a
OHU IIPE/ICTABJISIN PeaJbHy0 COIIMAIbHYIO IIPOOIEMY,
JII000M TOHUMAaJI UX CMBICII.

C'est la science, grand-mére!
(bp. — «370 HayKa, 6abywka'»)

MeTadops! BOMHBI UCIIONB30BAINCH JJIA ONUCAHUA
CIoco60B KOHTPOJIA MHOEKITMOHHBIX 3a00/1eBaHUM.
Ho apyrue 3a601eBaHNs IOPOAWIN PYTHE TTapaJUTrMBbl,
Y UM OBbLI Hy)XeH Jpyroi A3bIK. MBI IMeeM B BUZY He-
BpoJIOTHY€eCKHe 3a00JIeBaHuUs, PaK, IICUXUYecKre 3a00-
JieBaHUsA. Bpar 6ojiee He CHapy»KU, OH ABJIAETCSA YACTHIO
JeJI0BeKa, ero Teja. bojiesHu He MMEIOT ANUAEeMUIeCKOro
XapakTepa, a IopakaloT OTAEIbHBIX JIIoZlel KaK 3apaHee
BbIOpaHHbIe 00beKTHl. HaburoieHrie TO3BOJISTIO MTpey-
ra/ibIBaTh HaCJIeZICTBEeHHYIO lepeady 60e3HU, HHOTIa
OTpaHUYEHHYI0 paMKaMU OHOW CeMbU WIN STHUYECKON
rpymbl. [yt 0603HaYeHUs TAKUX 3a00/IeBaHMI Tpubera-
0T K 60J1ee MpauyHbIM PUTOPHUYECKUM GUTypaM, CKopee
3aKJIMHATEIbHBIM, Y€M OIMCATENbHBIM, BPSIZ JIU COOT-
HOCHMBIM C KOHKPETHBIMU WJIU SMIIMPUYECKUMU. 3J10
CUJIUT BHYTPH, OHO — YaCTh JYXOBHOU COCTaBJIAOIIEH
YeJIoBeKa, THE3/IUTCS B CEMbe WM PUCYTIIe KOHKPETHOM
pace. OHO He nIepeZjaeTcs Yepe3 BO3AYX, IIPeAMETHI WIH
6J1130CTh, KOTOPOM MOXXHO M306eXaTh, a mepefaeTcs
C CaMO¥ XM3HBIO. [IbSIBOJI IPOHUKAET B FE€HBI.
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Eciu nuTepaTypa 4acTo UCIOIb30Baia UHOEKIIH-
OHHBIEe 3a00/leBaHusA, YTOOBI Pa3BUBATH COOCTBEHHBIE
MeTadOophl, TO IPUMEPHI TeHETUYECKUX 3a00/IeBaHUH,
6oJiee peIKMX U MEHee U3BECTHBIX, B IUTEPATYPE HY>KHO
elre mouckaTh. Ho mpruMepoB Bce XKe XBaTaeT.

Poman «/loxTop Ilackanb» 3akpbIBaeT LIUKJI poMa-
HOB, ITIOCBAIEHHBIX €CTECTBEHHOU MCTOPUU OJHOU
ceMbU B MepPUO/ UMIIEpUU, OITUCAHHOU 30Jisd, B care
o Pyron-Makkapax. [lackaib — 3TO ZOKTOp, IIOCBHA-
TUBIINN BCIO CBOIO JKM3HBb IIOWCKAM Teopuu O0Ie3HU
U ucueneHusda. OCHOBBIBAACh IIPEUMYILLECTBEHHO Ha
aHaju3e UCTOPUM CBOEU ceMbH, U3ydasd dYeThIpe I0-
KOJIEHUA, OH IBITAeTCAd YCTAHOBUTH 3aKOHBI HAC/Ie/-
ctBeHHOCTU. Omy6simkoBaHHBINA B 1893 rogy, «/JoKTOp
[Tackasib» pe3atoMUpyeT paclpocTpaHeHHbIe TOra ueu
0 HaCJIeACTBEHHOCTHU XapaKTEpPOB U IIPOHUKAIOILIEM
neperieTeHUU GU3NIECKUX U HPABCTBEHHBIX YeEPT,
0 YeM JIoraZbIBaIuCh eme I'aabToH miau JJom6po3oll.
3aboseBaHNEe UMeETCS Y HECKOIbKUX MTOKOJIEHUHN 1
MIPOSIBJISIETCSA B PA3JMYHBIX popMax, MHOIZA KaK He-
BpoJIOTHYeCcKasd JereHepanuusa, Kak aTakcusa, UHOTAa
B dopMe asKoroarM3Ma Wil YMCTBEHHON OTCTaJOCTH.
OTO OHTOJIOTUYECKOe 3710, OHO IPOHUKAET, OOBUBaeT,
MIPUHUMAET pa3InyHble GOPMBI, €r0 CHJIa MOXKET PacTu
13 IIOKOJIEHWA B IIOKOJIEHWe, OHO pacIlupAeTCcA, pac-
MPOCTPaHAETCA B COLIMAJbHON MaTepuu, 3HaMeHYeT
JlereHepalnyio BUu/a, KOTOPBIU yAandgeTcsa OT PaliCKoro
nzeana. [lackasb BHUMATEIbHO U3y4aeT YEPTHI IIPEJKOB
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1 GJIVDKaUIINX POJCTBEHHUKOB U B TEU€HUE MHOTHUX JIET
MOAPOOHO IOKYMEHTUPYET HAC/TIEeACTBEHHYIO ILIeoyY-
Ky. Ero 1eib — «MaTeMaTu4eCcKu» CIIPOrHO3UPOBATh
MOsIBJIeHHE HEKOTOPBIX NMPU3HAKOB B MOCIEAYIOMINX
nokoseHusax. OH CTOSUT y caMbIxX UCTOKOB. Ppassl [1a-
CKaJis MOXKHO HalTU y KJIaCCUYeCKHUX MpeicTaBUTeNel
TEOPUHU HACIEACTBEHHOCTH TOM STOXU.

Kazasoch ObI, Hayka 0 Hac/IeZIOBaHUM BCe OObSICHSET:
mepeziadya He TOJbKO GU3MIECKUX YePT, HO ¥ MOpPasb-
HBIX. MOXXHO HAaWTU UHTEPECHbIE TTapalyieTd MeXAy
¢urypamu JlocTOEBCKOT'O M HAYyYHBIMU TUIIOTE3aMU 2.
CMepAsKOB — IMaChIHOK-OTIIeyOutila u3 «bparbeB Ka-
paMa3oBBIX»: IIOMUMO ABHO BBIPa)K€HHBIX IIPU3HAKOB
JlereHepaly B ero BHEIIHeM BHU/le, IOMHMO ero 3a-
KpPBITOI'O U 3araZloYHOro XapakTepa U MepruojUudecKux
TIPUTIAIKOB SITUJIETICUHY OH €eIlle U ChIH FOPOUBOM, cO0J1as-
HeHHOU oTiioM KapamasoBsIM. I'pex 1 BMHA coyeTarTcs
C HacJieJueM.

VTanpAHCKUY ICUXUATP U aHTPOIIOIOT DHPUKO Mop-
CeJUIU CKaXKeT:

«MHorue prusHaky, OCTALIHAECA CKPBITBIMU, IPOSB-
JITIOTCS Yepe3 HEeCKOJIbKO ITOKOJIeHUH B 0cob60i Gpopme
TaKOr'o ABJIEHMs, KaK “aTaBuU3M’ , WIU “peBepcusa’, KO-
TOpOe OOBbACHAET MHOT'O aHOMAJIUH U YPOJJIUBOCTb...» '

VimeHHO Teopus 3BojtoIUU JlapBUHA, a HE 3aKOH
MeHzensa o mepesiaye Hac/le[CTBEHHBIX IIPHU3HAKOB
npezjiaraeT UHTepIpeTallMOHHble MHCTPYMEHTHI; OHA
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HE TOBOPUT O 60JIe3HSAX, HO 00 3BOJIIOLIMU BU/IOB, O TIe-
pexozie OT IPUMUTHUBHBIX OpraHUYeCKUX GOPM K BBIC-
muM popmam. [osiBeHUe 60JIE3HU Y TTOCTEAYIOMIUX
MTOKOJIEHWH OOHAPY>KUBAET YEPTHI YETO-TO MPUMUTHB-
HOT'0, HEe COBCEM IIPEO/I0JIEHHOT'0 3BOMonMel. [oBops
o Teopuu [lapBuHa, JHPUKO Mopcesuiu IpU3HaeT, YTo
«HETIOHATHBIE SIBJIEHUS OPTaHUYECKOTO PAa3MHOXKEHU,
ITOYKOBAHUsA, MeTareHe3a, 0ObIYHOTO OTLIOZIOTBOPEHMYS,
HaCJIeZICTBEHHOCTH, aTaBU3Ma, Iepejayu 601e3HeHHBIX
MIPU3HAKOB, MaMATH JOJDKHHI [...] paccMaTpuBaThes C
OHOU-€IJUHCTBEHHOU TOYKY 3PEHUA U, CJIe[0BATEIbHO,
OOBSACHATHCA TOXKE»'4,

B 6uosioruy NOHATHE aTaBU3Ma ABJISIETCSA caMO COO0H
pasyMeroInuMCcs, HO OHO CTaBUT B 3aTPYJAHUTENbHOE
IIOJIO’KEHME TeX, KTO IIBITAeTCA AaTh €My Ollpe/ie/IeHue U
HaMTH eMy MeCTO B HayKe 3BOJIIOIUU. [TMpPCOH, KOTOPBIN
IIOTIBITAJICA TPAKTOBATh HAC/IEACTBEHHOCTD U 3BOJIIOLINIO
MaTeMaTU4eCKU U CTaTUCTUYECKH, 33/JaBaJICs BOIIPOCOM:
YTO >Ke Ipe/icTaBisAeT co6oi 6uomoruyeckoe MOHATHE
aTaBusMa?

Ho ecyiii B 5TOM COCTOUT UCTUHHOE ITIOHATHE HaCIe/ -
CTBEHHOCTH, TO YTO COOOU IIpe/ICTaBISIET TOT/IA SIBJIEHUE,
M3BeCTHOe O10IoraM KaK peBepcHs Win aTaBu3m? Ha ce-
TOAHAIIHUY JIeHb, 5 [yMar, MHOTHe HabOJIOZIeHUs, pac-
cMaTpuBaeMble KaK IIPUMephl peBEPCUH TN aTaBU3Ma,
MOTYT OBITH OIpe/Ie/IEHBI IOBOJBHO MPUOIU3UTENBHO,
IIOTOMY YTO 51 PeZIKO BCTPeYaro TOYHbBIE CTydan peBEPCUU
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[...] wm 060CHOBaHHOE ZI0KA3aTeIbCTBO [Ha KOTOpOE
MOXKHO COCJIaThbCsA| ABJIeHUA aTaBU3Ma'®.

[ToHATHE aTaBH3Ma 3aBOAWIO B TYIIMK, U YYEHOMY,
HCIIOJIb30BaBIIEMY CBOIO HAYYHYIO IPOrpaMMy JJ1 UH-
TepIpeTaly reHeTUYeCcKOU Mepe/jadyu, OCHOBBIBAsACH
Ha MaTeMaTHKe, Halo OBLJIO HAaBECTH MOPAAOK, JaTh
onpezeneHud. [IoHATHe aTaBU3Ma ABJIAETCA YaCThIO
Ky/JIbTypHOTO 6ara)xa Ouojiora ¥ aHTPOIIOJIoTa KOHIIa
XIX Beka, aske ecJIM OHM caMU ObLIU He CIIOCOOHBI aTh
eMy olpeZieJieHre. OTO HeUTO, YTO KPOeTCA B CEMbe WIN
B ITOPO/IE, YTO OECIIOPAOYHO TTepeJaeTCsl, YTO MOSBIA-
€TCsI B O/JHOM ITOKOJIEHHH, 3aTEM KCUe3a€eT, YTOOBI BHOBb
MIPOABUTHCA Yepes3 Kakoe-TO BpeMsA. [1pu BceM KelaHuu
NPUZATh IBYM IIOHATHUAM OJHO U TO K€ CEMaHTUYECKOe
3HaueHUe, HeJlb3s CKa3aTh, YTO aTaBU3M SIBJISIETCS CH-
HOHUMOM T'€HeTHUYeCKOU Mepesadyu; OH MpeJrioaaraeT
HEYTO HeYBEePEeHHOe, pa3MBITOE, IIJIOXO OIIPEZEe/IEHHOE.
B03MO0XHO, HAMEPEHHO IIOXO OIpeZieIeHHOE, ITIOCKOJIb-
Ky COXpaHfAeT CBOe 3HaueHMEe B MeJULIMHE, a TaKXKe B
MEeIUITMHCKOM COITMOJIOTUH U B OOIIIEM CMBICJIE BO Bpe-
MeHa, KOI/la 3aKOHbI 'eHeTUKY HauMHAaIOT CTAaHOBUTHCSA
MMOHATHBIMU. VTaK, OH >KWUJI CBOEH MapasuleTbHOM KU3-
HBIO B OXKUIAHUU, KOT/ZIA €r0 UCIIOIb3YIOT JIf1 ONIMCAHUA
KaKoro-1n6o o6beKTa, U, Kak U 3aKOHbI TeHETUKU, ObLIT
IIPUMEHEH He TOJIBKO K CEMbeE, HO U K IIeJIBIM CJIOSIM 00-
1[eCTBa U 1[eJIbIM HapoZaM. ATaBU3M IIPUCYTCTBOBAJ Y
C1ab0OyMHBIX, Y SMWIEIITUKOB, V QTKOTOJIMKOB, a TaKXKe
y O€ZIHAKOB, Y IOPOJUBBIX U ITEPBOOBITHBIX.



36 [bABONbCKNIA TeH

ATaBU3M — CJIOBHO J[aMOKJIOB M€Y, IIPe/CTaBIIsET
coboi1 yrpo3y JiereHepaliiu, KoTopas IopakaeT Imocye-
JyIoll[ie TIOKOJIEHUs U CBsI3aHa C BUJEHUEM IIpPOTrpec-
CUBHOT'O Pa3JIOJKeHUsI YeJI0BEYECKOTOo poza. JlereHepa-
I[UsI ¥ OTCYTCTBHE DBOJIOIIUU CBSA3aHbI MEXKIY COOOA.
Croco6cTBOBaTh X0y SBOJIONNU, TO €CTh U36eraTh
pasjioKeHusi, — He 3TO JIi IlepBoovepesHas 3a1a4a,
KOTOPYIO HOBasi HayKa reHeTHKa J0/DKHA CTaBUTh ITepe/
ob1recTBOM?

Oto ObL1a 3aps eBreHuKU. TepMuH ObU1 BBeZieH ['asb-
TOHOM, IBOIOPOZIHBIM OpaToM /lapBUHA, KOTOPHIH Bep-
HYJI U3 3a0bIThS TAKXKe U IIOHATHE IIeMeHu. Ero Hay4-
Has IIporpamMMa cocTosIa B y/Iy4dllleHUH YeJ0BeuYeCKOro
poZia, yMeHbIIIeHNH My4YeHU, CBA3aHHBIX C IlepeJadeit
HeXeJlaTeJbHBIX IIPU3HAKOB, OTOOpE JYUYIINX BUOB.
['aJbTOH XOTeJI 3aJI0KUTh IIPOYHYI0 6a3y cBoel mpo-
rpaMMBbl, KaK CTaTUCTUYECKYIO, TaK U OMOJIOTUYECKYIO.
MeTadopa «KOpHU», KOTOPYIO OH YIOTPEOJIAI, BO3MOX-
HO, ObUIa OZIHOU M3 Haubosee BaXXHBIX B COLIMATbHOMN
reHeTrke. OH Hales 61aroNpUATHYIO ITOYBY B TEOPUU
JlereHepalyiy, B TEOPUAX MO3UTUBUCTCKOU NcUxua-
TPUH, a TaKKe B paclIMpeHur BpuTaHCKo UMIIepUMn.
EBreHucTryecKkyre TeOpUM OKa3aau CUIbHOE BIUAHUE
Ha o6IIecTBeHHOe MHEHHEe U, BO3MOXXHO, Ha 06pa3
MBIIIVIEHUA B Pa3BUTHIX cTpaHax. CylecTByeT Takoe
OIPOMHO€ KOJIMYECTBO JUTEPATyPHl O €BreHUKe, YTO
3/1eCh HEBO3MOXKHO IIPUBECTH XOTSA OBl ee CKaTHIN ITe-
pedeHb. C Hallel TOYKU 3peHus, BaXKHO IIOYePKHYTD,
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KaK pa3JiMyHble eBTeHUCTUYECKUE TEOPUHU 3aIIUIIATN
MIPaBO WU Jake 00g3aHHOCTh OOIIECTBA NHTEPECO-
BaThCS T€HETUKOW COOCTBEHHOTO Hapoza, yIPaBJIsATh
€10, TaK JKe KaK U 0OLeCTBEHHON I'MTHeHOH, IpUYeM
TEeMHU Ke MeTOZlaMH, KOTOPBIMU TPaAUIIMOHHO KOHTPO-
JvpoBany HHPEKITMOHHBIE 3a00eBaHusA. PacrpocTpa-
HEHMe eBreHUCTUYECKOW MEeHTAJTbHOCTHU MPUBEJO K
OTCTaMBaHMIO, @ B HEKOTOPHIX CTPaHaX U K MPUHATHUIO
3aKOHOB 0 OpaKOCOYeTaHUU, O IPUHYJAUTEIBHOU CTe-
PUIM3ALNY JIIOJEN C ICUXUYEeCKUMU 3a00I€eBaHUSIMH,
MIpU3HAHHBIMU HaCJIe[CTBEHHBIMU, WU C TAXKEIbIMU
ManbGOpMaTUBHBIMY 3ab0oeBaHusIMU. He 3aTparuBas
BOIIPOC €BreHUKH, MBI XOTUM TOJIBKO BBIIEJTUTH aCIEKT,
KOTOPBIN KaxkeTcAd HaM (yHAaMeHTaabHBIM /I BCel
JabHeuIe JUCKYCCUU, U CyTh KOTOPOT'O COCTOUT B
IpaBe rocyZapcTBa BMEIIUBATbCA B T€eHETUYECKYIO
CTPYKTYpPY HaceJleHUs, yCTaHaBIUBATh MOZeNb 3710PO-
Bbs, KOTOpasi MOXKET UMETh Pa3TMYHble KOHHOTAIIUU,
He 00513aTeIbHO OITMOOYHbIE WIH JKECTKHE, KaKOU ObLIa
eBreHMKa /IBa/IllaToro BekKa.

C1aboCTh HAyYHBIX OCHOB €BI'€HUKU ObLIA Y)Ke HEO/I-
HOKPATHO /I0Ka3aHa, 3TO OBUIO ABIKEHUE C TSHKETBIMU
MTOC/IeICTBUAMU /151 yesioBevuecTBa. CTODOHHUKU eBre-
HUKHU TI0ZIOTPEBAIN UHTEPEC 00IeCTBA K YIydIIEHUIO
KavyecTBa YeJI0BEYECKOT'O POZia, YTOOBI YCTPAHUTD 06O-
JIe3HU, YTOOBI YCOBEPIIIEHCTBOBATD €0 KaK BU/. B KOH-
Ile KOHIIOB, U/led eBreHUKU COeJUHWINCh C HAI[UCT-
CKMMHU, HO He Mcye3u ¢ Hanu3MoM. B CoeiiHEHHBIX
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[lITaTax AMepUKHU U B CEBEPOEBPOINENCKUX CTPAHAX
M3/l1aBaJIMCh €BreHUCTUYEeCKUe 3aKOHBI, Ipe/iaras-
Imvie KOHTPOJUPOBATh OpaKy, YTOOHI IIPeOTBPAIIATh
CO3/laHNe ONTACHBIX HaCJIe/ICTBEHHBIX WIN CYUTABIIUX-
CS1 TAKOBBIMU YCJIOBUM, U THICSYHU JIIOAEN OBLIU TMOJ-
BEPTHYTHI MIPUHYAUTETbHON CTePUWIN3AIUU. 3aKOHBI
006 00513aTeNbHON CTEPWIN3AIUU ITPOJOJDKAIU CyIIe-
CTBOBaTh B TeUeHHE HECKOJbKUX JeCATUWIETUH, JaKe
mocyie Bropo#i MUpOBOIi BOMHEL. Viest eBreHuKU ObLia
SCHOM U YeTKoM. Cerperanus v CTepUIU3aITUA JOKHbBI
MOAZEPKUBATHCA Ha 3aKOHOJAaTeIbHOM U 00pa3oBa-
TEeJIbHOM yPOBHSX. B GyHKIIMYM 06pa3oBaHUs BXOJUIIO
ybexxaeHue aofeld GpU3nIecKd HEIOMHOLEHHBIX WU
UMeIOIINX Hacle[CTBEHHbIe HeJIOCTaTKU, TaKUe KakK
CJIETIOTA, TIyX0Ta, TOPOKH U MPEAPACIION0KEHHOCTD K
ompeZieJIeHHBIM O0JIE3HSIM, He 3aBO/IUTh JIETEH, a 3aKO-
HBI IOJDKHBI OBUTH 3aTIpeInaTh OpaKy ¢ TAKWUMU JIIObMHU.
Mpbl paccMaTpuBaeM JIUIIb OJHY CTOPOHY eBreHUKH,
1[I0 KOTOPOU OBLIO BOCIIPENATCTBOBATE OC/IA0IEHUTO
poza. Ho moka Bce 3T0 ObLIa «CBeT/Iast» CTOPOHA.

EBreHucTnyeckas nporpamma
Yapn3sa [leseHnopTa

HecomuenHo, purypa Yapiza JleBeHIopTa ABIAETCH J10-
MUHUPYIOLEHX B aMEPUKAHCKOM eBreHuke. EMy yzanoch
ybeauTh aMepUKaHCKUX MWLINAPJEPOB B HEOOXOAU-
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MOCTH CO3/IaHUA UHCTUTYTA I10 UCCIeI0BAaHUIO HACTIe -
ctBeHHOCTU. OH KeJaj IpefoTBPaTUTh reHeTUYeCKU
ynagoK AMEpPUKH, U3YyIUI POJOCIOBHBIE THICIY ceEMeEN
JUTs IeMOHCTPAIlUY Hac/IeZIOBAaHUs Psifia TIPU3HAKOB. Ero
mporpaMma 6bUIa OOIIMPHOM: TIPOCTIEANTh FeHETHYECKOE
MIPOUCXOX/eHNEe aJIbOMHU3MA, TJTyXOThI, TPECTYITHO-
cTty, cmaboymus, a Takke 6egHocTy. OH pa3aessat uaeu
JloM6p030 U, XOTh U He ABHO, BCEH MO3UTUBUCTCKOMN
ncuxuatpuu. Mimsa JleBeHIopTa TeCHO CBA3BIBAIOT C Ha-
UCTCKUMU TeopusiMu. OH ObUT IOMY/IAPHEIM B Coezin-
HeHHBIX [IITaTax aBTOPOM, IITUPOKOE PACIIPOCTPAHEHUE
MOJIy4mJIa ero KHura «HaciecTBeHHOCTh U ee CBA3b C
eBreHuKoi» (Heredity in relation to eugenics), omy6/u-
kKoBaHHas B 1911 rozgy, rae 6e3 mapadpas usoxeHa BCsA
ero nmporpamMmma. /leBeHnopT MHOT'O BpeMEHHU MTOCBATHUI
reHeTHKe Xxopeu [eHTUHT TOHAa, 60Ie3HU, B KOTOPOU yTpa-
Ta QYHKIMI rOJIOBHOT'O MO3Ta COYeTaIach C MOsABJIEHUEM
HEIPOU3BOJbHBIX ¥ HEKOHTPOJIHUPYEMBIX JBUIKEHUH.
OH BOCCTaHOBWJI TeHeaJornyecKre IpeBa MHOXKeCTBA
OOJIbHBIX; YTBEPXK/AJ, YTO CMOT IIPOCIEIUTD BHICOKYIO
YaCTOTHOCTD 3a00JIeBaHUA CUHIPOMOM [€HTUHT'TOHA B
CoenuHeHHBIX [IITaTaxX y HECKOJIbKUX ceMel aHTIMHUCKUX
MMMUTPAHTOB; CIUTAJI, YTO AHAJIOTMYHbIE UCCIIEZIOBAHUS
MOXXHO ObUTO TPUMEHUTH K JIF0ObIM 6osie3HsaM. [To ero
MHEHWIO, HE0OXOAMMO OBUIO MPOTUBOCTOATH SHZOTA-
MHHU B IpyIIlaX, KOTOPbIM CBOMCTBEHHA HeraTUBHASA
reHeTUKa, 3amnpenias Opaku MeXAy eJUHOKPOBHBIMU
POACTBEHHUKAMU, BO U30eXaHUE MOSBIEHU HA CBET



40 I bsBONBCKUN reH

JIIOZIEH C PeleCCUBHBIMY T€HETUYECKUMU 3a00JIeBaHU-
amu. Kpome Toro, cuuras oH, TpeboBasack HOBas KaTe-
ropUsi Bpauyel — «r'eHeaJloTUCTOB» (CeroHs MbI OBI X
Ha3BaJIM KIMHUYECKUMU r'eHETUKaMU), KOTOPbIe ObLIU
6Bl CIIOCOOHBI UAEHTUPULIIMPOBATh CEMBU C HEXeJa-
TeJIbHBIMU I'eHaMU U IPeNATCTBOBATh UX UMMUTPAIIUU
B CoenmHenHsie I[IITaTel. Takum 06pa3om, HapaBHE C
BpavyaMU-UHOEKITMOHUCTAMU OHU JIODKHBI ObUIA TIPU-
CYTCTBOBATh B UMMUTPALIMOHHBIX I[eHTpax. /leBeHTIOopT,
KaK M Jpyrue CTOPOHHUKU €BreHUKHU, COCPeJOTOYNII
CBOe BHHMaHMe Ha oIpe/leJIeHHON KaTeropuu Jtofiei:
3TO OBLTU HeOOJIbININE TPYIIIBI UMMUTPAHTOB U3 OT'pa-
HUYEHHBIX palloHOB EBpOIBI. DTU IPYIIIEL, IpUe3Kasd,
3aHUMaJIA HeOOJIbIIINE TEPPUTOPUH U TTOAJEPKUBATN
coOCTBEHHYIO KYJIBTYPY, MPAKTUKYS SHAOTaMHUI0. TaKUM
o6pa3oM, HaJTM4ue pelleCCUBHOTO FreHeTUYeCcKoro 3a60-
JIEBAHMS B TAKUX I'PYyTIIax ObUTO HAMHOTO O0JIee YaCThIM
sIBJIeHHWEM, YeM B cpefiHeM y HacesneHUs CoelMHEHHbBIX
[lItaToB. OrpoMHas TeppUTOPUA U 0OCOOEHHOCTH KYJTb-
TYPBl UMMUTPAHTOB CIIOCOOCTBOBAIN GOPMUPOBAHUIO
M30JINPOBAHHBIX ¥ CUJIBHO CIUVIOYEHHBIX rpyIi. Ecau He
IIPUHUMATh BO BHUMaHUe OpeioBble yTBep:KAeHus Je-
BEHITOPTA, TO CYIIECTBYIOT OObeKTUBHBIE JaHHEBIE. JIeHi-
cTBUTENBHO, B CoeamHeHHBIX [ITaTax B onpeseeHHBIX
co001IIecTBax, KYJIbTYPHO U PETUTUO3HO 060CO0IEHHBIX
10 UX COOCTBEHHOMY JKeJIaHUI0, HEKOTOphIe O0Ie3Hn
UMeloT HauboJblllee pacrpocTpaHeHue. /laHHOe siBjie-
HUeE Jalle BCero HabmoaeTces y aHabamTUCTCKUX TPYTIIT
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(aMu1y, TyTTEPUTHI, MEHHOHUTHI), UMMUT'PUPOBABIINX
B Havasie XVII Beka, uiau cpesu eBpeeB-alllKeHa30B,
a Takke y dpaHkoroBopsiiero coobmecrsa Kanazsl,
KOTOPOMY OBUIO TTOCBSAIIEHO MHOXKECTBO reHETUYECKIX
uccienoBanuii'®. ITouru 3000 moceseH1EB, TPUOBIBIIUX
u3 ®paHuuu B niepBble AecATwieTusa XVII Beka, cocTa-
BUIM GOJIBIIYIO YacTh TeHeThYeckoro GpoHja pailoHa
KBebeka. ®paHKoOHBI MAJIO aCCUMUIUPOBAIUCH C aH-
JIOTOBOPAILIUM HaceseHueM KaHazbl, OABUBIIMMCA
37ech ro3:xe. CyuTaeTcs, 4To CEerofHs U3 7 MAUJJINOHOB
xuTeneit Ksebeka 80% IIPOMCXOAAT OT ITePBbIX KOJIOHU-
cToB. bospmnHcTBO U3 40 000 ceBepoaMepUKaHCKUX
T'YTTEPUTOB MOTYT OBITh IOTOMKAMU I'PYIITBI OCHOBATe-
Jiei, cocrosiBilel n3 89 yesnoBek'’. ITU MUTPALIMIOHHEIE
ABJIEHUA U U30JIALWA HaCeJIeHUA OKa3alv BIWAHUE Ha
HepaBHOMEPHOE TPOsIBJIEHUE HEKOTOPHIX Oosie3HeN
B CeBepHO1 AMepuKe. /leBeHIIOPT XOPOILIO IIOHUMAJI 3TO:

«C aToM TOYKM 3peHusa CrienuanabHbIMA oTYeT LleH3a
peNUruo3Heix coobilecTB (1906) cTaHOBUTCS OYeHb
UHTepeCcHBIM»'8, «J[71s1 Hac, )KuTesleit AMepUKU, SBJIeHNe
MUTPAIUN TIPEACTABISAET OCOOBIN UHTEPEC. 3a UCKIIIO-
YeHHEM HECKOJIbKUX ThICAY UHAEHIEB, KOHTUHEHT ObLI
MyCTHIM [...], ero ucTopus emne O6bUIa HE HAMMCAHA, IT0-
3TOMY MOXKHO JIETKO ITPOCIEAUTD BIUSAHNE «KPOBU» Ha
XO7I eT0 UCTOPUU»".

Ho Henb3s 3a6bIBaTh U O PACUCTCKO-KCEHOGOOHOM
6a3vice Teopuu JeBEHIIOPTA, COTVIACHO KOTOPOMY IIE€pBhIe
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VMMUTPAHTbI ObUTH JIFOIbMU [TOPSIOYHBIMU, TPYZOTIO0H-
BBIMU U BHICOKOOOPa30BaHHBIMH, B TO BpEMS KaK HOBBIE
MMMUTPAHTHI IPE/[CTaBJIAIN CePbEe3HYI0 OIIaCHOCTD /I
IIOAep>XaHuA U3HAYAJIBbHO YCTAHOBUBILIETrOCA yKJIa-
na. [Ipobiema BBO3a 6ose3Hell kaxeTcsa JleBeHIIOpTy
JIOBYIIKOM, 3€PKaJIbLIEM /JIA )KaBOPOHKOB. OH XoTel
IIPUZATh HEUTPaIbHOCTD €BI€HUCTUUECKUM CY>X/JIeHUAM,
OCHOBBIBAACH HA 3aKOHAX '€HEeTUKH, KOTOPbIE, IpUMe-
HUTEJIbHO K MOHOT€HHBIM 00JIe3HAM YeIoBeKa, a TAaKKe
K HEKOTOPBIM IIPU3HAKAM PaCTeHUM Y )KUBOTHBIX, MOT'YT
OBITH U3y4YeHBI C TOMOIIBIO CTATUCTUKU U OOBACHEHBI
TOYHBIMH HayYHBIMU TepMUHaMu. Ho 3To Heo6XoANMO
JUIS paclIpeHs epCIeKTUBbI, YTOObI OXBAaTUTh IIPU-
3HAKU, KOTOpble UMEIOT cJlaboe OTHOILIeHNe K reHeTHU-
YecKUM 3abosieBaHuAM. [[eBEHIIOPT MUIIET:

«be3 COMHeHUsI, B COBOKYITHOCTH T'PYIIIILI €BPEEB,
KOTOPbIE CETOHs MPUOBIBAIOT M3 Poccyu U ¢ I0T0-BOC-
TOKa EBpOIIBI, C UX MHANUBUAYAJTU3MOM U UX HeaaMU
3apaboTKa Ha MPOIEHTAX, ABISIOTCS TOJTHOU ITPOTUBO-
MTOJIOXKHOCTHIO HOBBIX UMMUTPAHTOB 13 CKaHAMHABCKUX
CTpaH U MEPBBIX aHITIMHCKUX UMMUTPAHTOB, XapaKTe-
PU3YIOLIUXCS IyXOM eIMHEHUS B OTPOMHOM CTpaHe, Tie
MIPOTPECC IOCTUTAETCS B TIOTE JIUIIA, a CO3/[aHUE CEMbU
MIPOMCXOUT B YCJIOBHUAX MTOYMTAHUA [0Cosa v TI00BU
K CBOeM 3eMie.

JpyruMu cioBaMu, Hy>KHO IPUHUMAaTh UMMUT'PaH-
TOB C XOpOIIe} KPOBbIO U HEe IPUHUMAaTh MUTPAHTOB C
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IUIOXOU KpOBbI0. HO, yUnTHIBas, 4YTO KPOBb HE MOXKET
OBITH MTpOAaHATU3UPOBaHAa, YTO MBI MOXKEM C/I€JIaTh,
YTOOBI OT/IEIUTh 3€pHA OT IUieBen? Hawnydniuii Bbl-
X0/ — HCII0JIb30BaTh y:Ke MMeIoIuiicsa onbIT. [Ipexe
YeM KTO-THOO0 TOJyYUT MPaBo I'Pa’kJaHCTBa, MBI yiKe
ZJOJDKHBI 3HATh BCE O €r0 IPOUCXOXKAEHUU U CeMbeE I10
Ty CTOpOHY okeaHa. Kak? C IoMoIlbIo JTI0Ziel], KOTOphIe
MOIJIX OBI pab0TaTh Ha MECTaX, U KOTOPHIE yKe ceryac
B OTOM CTpaHe HaBel[alOT CEMbHU U ONMPALIUBAIOT UX,
HCCIenysa UCTOPUIO CEMbU U ee WIeHOB. UTOo KacaeT-
CA WUCIIOJIHEHUA rOCYyAapCTBEHHOI'0 IIpaBa, TO TYT HE
JIOJDKHO OBITh COMHEHUH, HE TOJIbKO IIOTOMY, YTO IPaBO
JIUIIEHUS OOJTBIIETO — CAMOM KU3HU — JIeJIaeT IIPUO-
PUTETHBIM [IPABO JIUIIEHUA MEHbILIEr0 — BO3MOXXHOCTHU
MIpOoUu3BeZIeHUsA IOTOMCTBA, a TAaK)XKe [IOTOMY, 4ToO [... ce-
roZHA] cTepWau3anyd jeraibHa [...] B ecTu mratax
Coro3a. HeT HUKakoro coMHeHHSA B TOM, UTO, €CJIH
OBI CTEpUIN3AIUU TTO/[BEPTATHUCh BCe CIabOyMHBIE,
SMUIENTUKH, [...] IPECTYITHUKY, TO 3TO IIPUBEJIO OBI K
CWIBHOMY COKpPAII[eHUIO BCEro IIPUOBIBIIET0 HAaCeTeHUS
yepes 25-30 neT»%.

B obmem, /leBeHIIOPT HE COMHEBAJICS, YTO UMMH-
rpalysi, B CHTy OIlIpe/ieJIEHHBIX TeHETUYECKUX 3aKOHOB,
MOIJIa BHECTH U3MEHEHUA B aMePUKAHCKOe OOIIECTBO,
B YaCTHOCTH, B pacIpoCcTpaHeHNe IPeCTyITHOCTH, BOPOB-
CTBO, CEKCYaJIbHYIO PaCIyIeHHOCTh, KOTOPBIX He OBLIO
y IEPBBIX AaHIVIMACKUX UMMUTPaHTOB. EBreHucTHYeCKast
nmporpamma JleBeHIopTa, B CyIIHOCTH, 3aiuiana BAC-



44 [bABONbCKNIA TeH

[ToB — 6eJIbIX aHIVIO-CAKCOHCKUX ITPOTECTAHTOB (BO3-
MOXKHO, eCJIU OBl TIPUIILJIOCh CETOAHS HAlMCaTh KHUTY
Ha 3Ty TeMY, TO OHa Ha3bIBajach ObI «[IpoTecTaHTCKasA
STHUKA U yX €BreHUKW»). DTU Bel[y ObLIN HAIIMCAHBI B
AMepuke ¥ AHITIUY 3aZ0JITO A0 Pa3BUTHA HallM3Ma U
HAIMCTCKOM mporpaMmebl aBTaHasuu AktionT4. Ho eBre-
HUKAa — 3TO He TOJIbKO Pacu3M, 3/1eCb yMeCTHO IIPUBECTH
ZpyTHe MIPUMepHI.

[penam benn
W BPOXAEHHAA ryxoTa

BpoxkgeHHas [IyxoTa OblTa OfHOM U3 TIePBBIX 60JIe3HeH,
IIPHU3HAHHBIX HAC/IE€ACTBEHHBIMU. [IOHATD 5TO OBLIO He-
mpocTo. CyIIeCTBYIOT pa3indHble GOPMBI 3TOI 6OIE3HHU,
Y TIOTepsI CJIyXa MOKET IMPOU30UTH TaKKe B TeYEHUE
’KU3HU U3-3a APyrux 6ose3Hei. B HEKOTOPOM cTelneHu
3TO Mapadu3N0IOTUECKOE ABIEHNE, CBA3aHHOE CO CTa-
perureM. YacTo BpOXK/eHHas IITyX0Ta COMPOBOXKIAETCS
JPYTUMHU TeHeTUYeCKUMU 3aboseBaHusamMu. HakoHer,
CYIIECTBYIOT IOMUHAHTHBIE GOPMBI, TIepeAaIOIIeCs
HETIOCPEICTBEHHO OT IVIYXOT'0 POAUTEJISI, U PEIleCCUBHBIE
bopMBL, epearolrecs OT ABYX 3J0POBLIX POAUTENEH,
HocuTeseli reHa. Heobxoanumo 0bLIO HAO/MIOAEHYE, T10-
CTOSTHHBIN COOp JaHHBIX U HCCIel0BaHuEe BOBIIOTO
KOJIMYEeCTBa KJIMHUYECKOI0 MaTepuasa; Bce 3TO ObUIO
BO3MOXKHO, C OZTHOM CTOPOHBI, 61aroziapsi CyIiecTBOBa-
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HUIO YYpeXXAeHUHU 1A IITyXOHEMBIX, B KOTOPBIX Zlelafach
MOMBITKA peabWINTaluy M COLMAMU3alUH, C JPYroi
CTOPOHBI, Oyarozapa ¢enomeny MapTac-Bunbapaa, o
KOTOPOM Y3HaJIi I'€HETUKU. DTO OCTPOB HAIIPOTUB bo-
CTOHA, ABJIAIOLINNICA CerofHA *KUBOIIMCHBIM TYpHUCTHYe-
ckuM MecTtoM. Ha Maprac-Bunbapze k KoH1y XIX Beka
MIPOLIEHTHOE COOTHOIIEHUE ITyXUX ObUTO mouTH B 20 pas
BBIIIIE, YeM B CpeZJHEM Ha OCTaJbHOU Tepputopuu Co-
efuHeHHBIX [IITaTOB, MOTOMY YTO TaM I'eHeTHU4YecKas
MyTalus MOJy4YnsIa HIMPOKOe paclpoCTpaHeHue 13-3a
nemorpadudeckoit usonanuu. Ha Maprac-Bunbsapae
[JTyXOTa He CYUTaIach 60e3HbI0, a 00UTaTENN OCTPOBA
001I1aTMCh MEXKY COOOM Ha SI3BIKE JKECTOB.

[TpobseMa TIyXOThI TPUBJIEKIa BHUMAaHUE MHOTHUX
€BI'€HUCTOB U '€HEeTUKOB, CTaB MO/IeJIbIO U3yUYeHUA Ha-
creacTBeHHOCTH. Anekcanp I'peiiam besn, Hanbosee
M3BECTHBIN KaK N300peTaTesib TesedoHa, MHOTO paboTast
Ha/l VIyXOTOH U ¢ miyxuMu. B 1883 rogy oH omy6InKo-
BaJl B&XKHOE 3CCE O BPOXKAEHHOM IIyXOTe, OCTaBUBIIIEe
MOIIIHBIN cyiefi B eBreHuke?!. bessm BXOAWI B HAyYHBIN
komuTeT JlabopaTopuu Cold Spring Harbor, kotopo#
pykoBozaua /leBeHTIOpT, ¥ MHcTUTYTa Eugenic Record
Office, cobupaBiero JaHHbIE O CEMbSIX C HAC/I€/ICTBEH-
HBIMM 3a00JIeBaHUSAMU, a 3aTeM ObUI IIpezcesaTeeM
Btopoit MexayHnapoaHoit Kondepeniuu mno EBrenuike
B 1921 rogy, u, KaK y 1060T0 XOPOIIIero eBreHrnCTa, ero
Cy>KZIEHVI OCHOBBIBAJIUCh HA yCIleXaX CEJeKIUU XKU-
BOTHBIX, UTO ABJIAETCA [IPUPOLHBIM ABJIEHUEM, a TAKXKE
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IUIOZIOM pabOoTHI JKUBOTHOBO/OB. [Toc/iefHYE HAXOAUIU
B OTKPBITUH 3aKOHOB MeH/1eJ1s1 TPOYHYIO HaydHYIo 6a3y
JUTS CBOEH IeITEIbHOCTH, B TO BpeMsI KaK eBreHUCT besut
CUMTAJI, YTO T€ K€ 3aKOHBI IPUMEHUMBI U K YEJIOBEKY.
BoJiee Toro, UMEHHO NMPUMeP BPOXKAEHHOM IIyXOThI CIIy-
’KWJI EMY I0Ka3aTeIbCTBOM TOT'O, YTO 3aKOHBI CEJIEKITUH
pacIpoCcTpaHsUINCh Ha YeoBeka. Ero 3aboTtwio pacty-
ee KOJIMYEeCTBO JIFOZEN, MOpaKeHHBIX PA3INYHBIMU
dopMamMu BpOXKAEHHOM IVIyXOTHI; OH 3aHUMAJICS TIy-
OOKMM aHaJIU30M CTaTUCTUYECKUX JaHHBIX PA3TUYHBIX
YUpEeXAeHUN s TIyXOHEMBIX, TTIOKa He MPUIIEN K BbI-
BOZY (0 KOTOPOM MBI Y2Ke YIIOMUHAJIK), YTO CYIIIECTBYIOT
ceMeiiHble GOPMBI 3TOTO 3abosieBaHusA. [1aphl TrOAEH C
BPOXKZIEHHOM TJIyXOTOM MMEJTH BBICOKYIO BEPOSITHOCTD
BOCITPOU3BECTHU JIeTEH, TIIYXUX OT POXKAEHUS, B OTINYLE
OT Tap, y KOTOPBIX IVIyX0Ta ObUIa IPUOOpeTeHa B TEUEHUE
’KU3HU, YbH JIETU POXKJAINUCH 3J0POBBIMU. Besln xoTesn
HalTH 0ObSICHEHNE POCTY KOJIMYECTBA ITyXUX OT POXK/Ie-
HUs JIFOZIel, KoTopbIi Habmrogacs B CoeqvHeHHBIX [1ITa-
Tax, ¥ IPUIIEN K 3aKTIOUEHHIO0, YTO TPUYMHA 3aBHUCea
OT OOJIBIIIOTO KOJIMYeCTBa OpaKoB MeXay IyxuMu. OH
OCHOBBIBAJICS HA TOM paKTe, YTO [NIyXOHEMBIE ITOCEIAl0T
VUpEeXAEHUs, T7e ToIydaloT 06pa3oBaHUe U U3y4arOT
coOCTBEeHHBIN aihaBUT B KYJIbType cypaoMyTu3ma. [iy-
X¥e B HEKOTOPOM CMBbIC/I€ U30JTMPOBAHBI, OHU JKUBYT B
CBOEM cpejie, ¥ YaCTO 3TO CTAHOBUTCS UX OCO3HAHHBIM
BBIOOpPOM. JI0 CUX TTOP BeAYyTCSA CIIOPHI O TOM, TAe IS
IJIyXOTO JIy4Ille 00y4aThCs: CPen JIF0e ¢ HOpMabHBIM
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CJIyXOM WIH B CIIENIMAIU3UPOBAaHHBIX YUPEKAeHUSX. Be-
JIy Ka3aJ0Ch OYEBUAHBIM, UTO TIyXHe U30JTUPOBAHHBIE
JIIOZIU KEHWINCh IPYT Ha pyTe, IOTOMY YTO OHU POC/IU
BMECTE U CUUTAN €CTECTBEHHBIM OOIIEHNE U COKUTEh-
CTBO C JIIOAbMU, UMEBIIUMHU TaKYIO JKe TaTosoruio. Ho
YPOK CeJIEKITUU KUBOTHBIX YUMUI CTOPOHUThCS OpaKoB
MeX/y TTyXMMH U3 IOKOJIEHHUS B TOKOJIEHHE, YTO MOIJIO
TIPUBECTH K MTOSIBJIEHUIO OOJIBIIOTO KOJTUYECTBA TIIYXUX
JIFoZIel, KOTOpOe OBl YBETUIMBAJIOCH, TIOCKOJIBKY IIyXOTa
He BJIMSET Ha IUIOAOBUTOCTb U He MPUBOAUT K paHHeH
cMepTHOCTH. Besta 3abotwina 60psba ¢ 3TUM SIBJIEHU-
eM. EMy He HpaBMUIach IePCIIEKTUBA 3alIPETOB OPaKOB
MeXKy TIYXUMH, HECMOTPS Ha TO YTO OH CYUTAJI CBOUM
COI[MAJIbHBIM /IOJITOM F'OBOPHUTH O PUCKe TIPOU3BEAEHUS
Ha CBET INIyXUX JleTel. beJsut mpeziaran COKpaTUTh BO3-
MOKHOCTb TAKMX OPAKOB, a GpaKH CO 3/[0POBBIMU JIIO/Ib-
MU MOOIIPATh. Heo6X0aAnMO OBLTO «pa3baBUTh» OOJIBIIIOE
KOJIMYECTBO TVIyXUX JIFOIEH, cTapasch He U30JIMPOBAaTh
VX B CIIEI[MATM3UPOBAHHBIX YUPEKIEHUAX, 8 HA0O0POT,
TIOMEIIATh UX B IITKOJIbI /IS <HOPMaJIbHBIX» Jozieit. Toraa
Yy HUX YMEHBIITWIACh OBl TATA K APYTUM TTYXUM JIFOJSIM.
Takum 06pa3om, CHYKaJICs ObI COIMATbHBIN IPY3 3TOT0
SIBJIEHUS.

Ho mranel besuta muiu eme gasneiine. EMy ka3anoch
OYEeBUJHBIM, UYTO YACTOTA MOABJIEHUA ITTyXUX JeTeu
ObLIa HAMHOT'O BBIIIIE B CEMBSX, T/Ie YKe ObUIH CiTydau
BPOXJEeHHOU IVIYXOTHI, Ja)Ke eCId POAUTENH el0 He
cTpazanu. Peub et o pellecCUBHON popMe reHeTHUYe-
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CKOM TJTyXOThI, HanboJiee BBICOKAsA BEPOSATHOCTD KOTO-
PO IPHUCYTCTBYET y ZIET€H OT OPaKOB MEXKAY IIyXUMU
OJIM3KUMU KPOBHBIMY POJCTBEHHUKAMH. JIOKJIa/1, TIpe/-
craByiieHHbIN bestom B HaljnoHanbHOM akaZieMUu HayK
CIIIA B 1883 rofy, n306¥IyeT CTaTUCTUYECKUMU JJaHHBI-
MM, OYeHb XOPOIIIO ITOCTPOEH U apryMeHTUpoBaH. OH
He puberaeT K A3bIKy €eBI€HUCTOB, HE CYUTAET ITTYXUX
JIFObMH HUSIIHNMHU WUJIH HeCYaCTHBIMHU, OITACHBIMU WU
OOJIbHBIMU, U Ja’Ke OTBEPTraeT MoA00HbBIE TPeIB3SAThIE
cykaeHud o rryxux. OH He IpezJiaraeT U30JIUPOBaTh
UX, @ IPUXOAUT K MIPOTUBOIIOJIOKHOMY YMO3aKJIioUue-
Huio. U Bce JKe ero scce 4eTKO BIIMCHIBAETCS B €BTe-
HUCTHUYECKYIO KOHIIEIIUIO, ITOCKOJIbKY OTCTaNuBaEeT
HeOoOXO0AMMOCTD COIIMATbHOTO BMeIlIaTeThCTBa B ITPaK-
TUKY 6pakocouyeTaHus. Ero TpeBora eBreHuCTUY€eCKOTro
XapakTepa 3akJodanaach B TOM, YTO HeXXeaTeTbHbIN
pelleCCUBHBIN MPHU3HAK MOXKET PacIpOCTPAHUTHCA U
CO3/1aTh MHOXXECTBO TUTYXUX JIFOZIEH, YTO MIPeACTaBIIsIEeT
yI'po3y /IS 4eJIoBeYeCKOM pachi®2.

Ha MapTac-Bunbsapze mociefHui 4eJI0BEK C BPOXK-
JEHHOM IyXoTol poawics B 1952 roxy. Uto e crocob-
CTBOBAJIO UX MCYE3HOBEHUIO? BO3MOXKHO, B KaKOH-TO
CTereHu, — KOHell leMoTpaduvecKOr U30ISIINY U U3-
MeHUBILleecs OTHOILIeHME K ABJIEHUI0, KOTOPOT'O MOXXHO
n3bekaTb, 0CO3HAHHOE WIN HEOCO3HAHHOE MTPUHATHE
€BreHMCTUYECKON MeHTaJbHOCTU. BO3MOXKHO, 3TOT
cay4day cTas joKa3aTeJlbCTBOM IIpaBoOTHl besta, ybu
nccaenoBaHusa peHOMeHa TVTyXOThl IPeABOCXUTUIHN
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WJieu, CIycTs 6ojiee BeKa CTaBIIME OCHOBOWM /IS TIPO-
bGWIaKTHUKY APYTUX TeHeTUYECKUX 3a0oeBaHuil. Jleli-
CTBUTEJIbHO, CErO/HA KOHTPOJIb TAaJIaCCEMUU BO MHOTHX
CTpaHax, B YaCTHOCTU MYCYyJIbMaHCKHX, OCHOBaH Ha
MIOMBITKE OTPAHUYUTD OPaKU MEXAY eINHOKPOBHBIMU
poZCTBEeHHUKaMU. besur Mor pacCuuThIBaTh TOJIBKO Ha
0CBEZIOMJIEHHOCTD JII0Zle 00 UX ceMEeNHBIX Hacae[-
CTBEHHBIX 3200IEBaHUAX ¥ O KPOBHOM PO/CTBeE. JIUIITh
CITyCTSI CTO JIET CTAaHET BO3MOXXHOU HAEHTUPHUKAIIUA
HOCUTeJIEH TeHeTUYeCKUX 3a001eBaHUH C MTOMOIIbIO
TECTOB.

Ho 6bw10 1 TO, 9ero Besyut HUKaK He MOT IPeIBUIETbD.
CIIyCTA CTO CJIMIITHUM JIET /IBE >KEHIIUHBI C BPOXKJeHHOU
[JTyXOTOM MOUAYT Ha HEOXKWUJAHHBIN /I STUKYU FreHeTU-
YeCKOM OTBETCTBEHHOCTH IOCTYIIOK: B TIOTIBITKE 3aBECTU
[JTyXOTo pebeHKa OHU MOTIPOCST UCKYCCTBEHHOTO OTIO-
JIOTBOPEHMS OT MY)XKUYHHBI-JOHOPA C TAKOM JKe O0JIe3HbIO,
WY, KOPPEKTHEE BBHIPAXKasACh, C TeEM Ke GeHOMEHOM,
IIOTOMY YTO OHU BOBCE HE CUUTAJIU ITyXOTYy O0OJIE3HBIO,
a pacCMaTpUBaJIH e€ KaK OIIBIT, IOCTOMHBIN TOTO, YTOOBI
€ro mepexuTh?.

[TpoTuBoCTOsIHUE ABYX KpatHOCTeN — ujesa besa
OTPaHUYUTD OPaKU MEXK/Y ITTyXUMHU U CTPEMJIEHTIE JIBYX
’KEHII[H UMETh IIIyXoro pebeHKa — CTaBUT P/ TpobieM
nepeJ JIOAbMU, 3a[yMbIBAIOIIUMUCS 00 yCTpaHEHUHU
reHeTHYeCcKUX 3ab0ieBaHu TIOCPeICTBOM IIPOTrpaMM
ckpuHUHTa. CTaHOBUTCA BaXXHBIM /IaTh OIpe/iesieHre
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3TOM 60sIe3HU Wi GpeHOMEHY KaK SBJIEHHUI0, He 3aCiIy-
’KUBAIOIeMy MeCTa B JKM3HM 4eJloBeKa. Majo y Koro
MMEIOTCA COMHEHUS 110 TTOBOLY HEOOXOAUMOCTH M3-
6eraTh pOXKZEHUs YeJ0BEKa, MOPaKEHHOTO O0JIE3HBIO
[eHTUHTTOHA; MHOTHE TIPEANOWIN OBl He UMEThH [e-
Tel, 6OTBHBIX TasacceMuen wim 6one3nnio Tes — Cak-
ca. CerogHs OTKPHITHI BO3MOXXHOCTH MPEAYTIPEKAATH
poxzieHre peGeHKa ¢ KUCTO3HBIM Gpribpo3om. [TogobHbIE
60J1e3HU CTAHOBSTCSA IPUYNHON paHHEH CMEPTHOCTH
Y, B aOCOMIOTHOM OOJIBIIUHCTBE CIYYAEB, THKENBIX MY-
yenuii. Ho rie pezies 103B0JIEHHOMY YKeJTaHUI0 UMETD
3m0poBoro pebeHka? KTo pemraer, KaKyro )KU3Hb CTOUT
WJIM HE CTOUT IIPOXKUTD? DTOT BIOOD ZI0JKEH IPUHAJIE-
’KaTh MHAWUBULY Win o01ecTBy? CTpazaHue OT 60Ie3HU
TOXKE SIBJIAETCS MPOOJIEMOU COLMAIbHOTO OA00PEHMUS.
B HEKOTOPBIX KYJIbTypax JIydllle POAUTHCA TIIyXUM, YEM
JKEHIIMHOMN. HO MOYKHO JIN «¥KeJlaTh» HEITOJHOI[EHHOTO
pebenka? /IBe MaTepH, Y KOTOPBIX YK€ €CTh OZ/HA TTyXas
JI09b 1 KOTOPBIe OPUITUATBHO 3asIBUIU O JKETAHUU UMETh
ellle OZIHOT'O IIyXOoro pebeHKa, BhI3BaIU of00peHue,
MMOHMMAaHUe, a TaKKe HEKOTOPOE OCYXKAEHUE, B TOM
YHCJIE CO CTOPOHBI ITPeICTaBUTE/IEl COOOIEeCTBA IIyXUX.
Ho, 110 X MHEHUIO, eC/Tu 6J1ar0AaThIO SIBJSETCA UMETh
HOPMAJIBHO CJIBIIIAIIETO pebeHKa, TO IIyXoi peOeHOK —
5T0 ele 60sbLIas 6aaroaars. [Io406HOE yTBEPXKAEHME
s JINYHO, CJIOBO B CJIOBO, CJIBIIIAJ B OZHOU ITyOJIMYIHON
JUCKYCCUM, TZle OAVH CBATON OTEI], IpenojaBaTeb
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KaTeXU3uca, 3asBJIsI, YTO «TaKue AeTh (C KUCTO3HBIM
¢ubpo3om) — 3T0 6OXKbS OJIATOAATH».

Taxoke Besun He MOTr 3HaTh, YTO Yepe3 CTO JIeT TeCT Ha
Ha/JIN4Mie TeHOB, ABJIAIUINXCA IPUYUHON BpOXKAEHHON
IJTyXOTBI, O6yZIeT IIpe/IaraTbCs U3pawibCKUMU OpraHaMi
CaHUTAPHO-3IH/IeMUYeCKOT'0 Ha/i30pa coobiiecTBaM
6eZyuHOB, B KOTOPHBIX 3TOT HeHOMEH IMUPOKO PacIpo-
cTpaHeH. Ho kakoBa o3uiiys coBpeMeHHOMN poduiak-
TUYeCKOM reHeTUKY 110 OTHOLIIEHUIO K HeCMepTeIbHbIM
dbeHOMEHAM, C KOTOPBIMU MOXKHO KUTb, JaKe TIPU yJeTe
VX BBICOKOH 00111eCTBEHHOM CTOMMOCTH, KaK, HallpruMep,
BpOXKJeHHas mryxoTa? MbI He ToBOpUM 00 OZJHOM KOH-
KPEeTHOM CJIy4ae, B COBpeMeHHOU JUCKYCCUU ITUPOKO
00CY>KIaIOTCSA U IpyTHe HeCMepTebHbIEe 3a00/IeBaHuA,
VMMeloI[1e BBICOKYIO OOLIeCTBEHHYI0 CTOUMOCTD, HO
COBMECTHMBIE ITOYTH C HOPMaJIbHOM *KM3HBI0. KakoB ce-
roZlHA IpreMIeMbIH Iipesien npodunakTuku? Kro umeer
IIpaBO pelaTh, KAKUM /JIOJDKEH OBITh TPy3 CTPaJaHUH,
KOTOPBII MBI BIIpaBe IepeiaTh OyAYIINM ITIOKOJIEHUAM,
elrle He poAUBIIeMycs pebeHKy?

3ayeM roBOpUTh 000 BceM 3TOM? 3aTeM, YTO JIO-
6as mporpaMma, KOTopasi IPUBOAUT K T€HETUYECKOMY
BMeIIaTeJIbCTBY B HaceJleHWe, OT MOMEeHTa IpoBasa
eBreHUKU U B JaJbHeUIeM, 0/KHA CPAaBHUBATHCA C
eBreHUKOU. /1 eci HayyHble OCHOBBI €BreHUKU KOHIIa
JI€BITHAZIIIATOTO U IBA/IIIATOT'O BEKOB OBLIH XPYITKUMH,
TO CETrOZHA CYIIeCTBYIOT TEXHUYeCKUEe NHCTPYMEHTHI J1JIf
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peasn3alnuy eBreHrucTudeckou nzeu. [1o kpaitHei mepe,
B ee HeraTUBHOM YacTy, 07 KOTOPOI II0[pa3yMeBaoTCa
MepBHl 110 YCTPAHEHUIO OIpe/leJIeHHbIX TeHETUYeCKUX
IIPU3HAKOB y YeJoBedecKoro pozga. HeraTuBHas eBre-
HUKa IPOTUBOIIOCTABJIAETCA TI03UTUBHON eBreHUKe,
KOTOpasi, HA0OOPOT, IIoZIpa3yMeBaeT OTOOD U Mepeaady
MPHU3HAKOB, CYNTAIOIINXCSA TOJOXKUTETbHBIMU, THUO0
BHe/IpeHUe «)KeJlaTeNbHbIX» '€HOB B reHeTHYecKoe Ha-
cylefivie YeJIoBeKa. JTa uzes yke He 13 001acTh HaydHOH
dbaHTaCcTUKY, YIUTHIBAsA [TepBbIe yCIIeXW TeHHOU Tepa-
nuy. VIcToprYecKuM IIPHMepOM MOXKeT IIOCTYKUTH TO,
YTO HAIMCTHI XOTEJTN YCTPAHUTD I'PYTINBI M HAPOJHOCTH,
ABJIAIOIIMECS HOCUTESIMU HeTaTUBHBIX [€HETUYEeCKUX
IIPU3HAKOB, TAaKUX KaK eBpeu, LIbITaHe, JIOAU ¢ MaJlb-
dbopManUAMU WU ICUXUYECKUMHU PAaCCTPOUCTBAMMU.
OHU TaKKe IUIaHUPOBAJIU CeEKIIMOHUPOBATDh APUICKYIO
pacy, CWIbHY0, TeHETUUECKU H/ieaIbHYT0. /I 3TOT0 OHU
yObuBaIu OZHUX U CIIOCOOCTBOBAIN BOCIPOU3BO/JCTBY

JpYTHUX.

A cerogua? CerofHa Mbl U3YYUIU F€HETUUYECKUE
MYyTalliH, BBI3bIBAIOIIME ITIOUYTH BCE MOHOTEHHEIE 3a00-
sneBaHusA. TeXHOJIOTUYECKUH Tporpecc obelaeT mep-
CIEKTUBY UJeHTUDUKAIIUU C CAMOT'O POXKIEHUS CII0XK-
HBIX T€HETUYECKUX CBS3€l, KOTOPBIE CIIOCOOCTBYIOT
IIePBBIM IIPOABJIEHUAM N1aTOJOTNYECKUX IIPU3HAKOB,
00yCIOBTMBAEMBIX HECKOJBKMMU reHamMu. Peub ujer
HEe TOJIbKO O F'eHeTHYeCKOM 3a00jIeBaHUH, HO U O TeHe-
TUYECKOM «PUCKE», KOTOPBIM MOXXET OBITh CBEZIEH He K
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omnpezieIeHHOMY U3MeHeHU0 (MyTallli) OZHOTO T'eHa,
a K CJIOXKHOMY B3aUMOZIEUCTBUIO MEXAY MPOAYKTAMU
JeITeJIbHOCTU MHOXKECTBA T'€HOB.

YTo kacaeTcsa TeMbI JAaHHOU KHUTH, TO BCE 3TO MOIJIO
OBl OBITH ITpe/CKa3aHo IIOCPeJCTBOM aHaIN3a I'eHOB
IIOJIHOCTBIO 3/JOPOBBIX JIO/IEH, He 3HAIOIIUX O TOM, 4TO
OHU ABJIAIOTCA HOCUTEIAMU reHeTU4eCcKUX AepeKToB,
KOTOpBIe MOTYT Ilepe/laThCs eTAM. JTa IIpobieMa 3Ha-
YUTEIBHO BO3PACTAET, IOTOMY YTO MOTYT OBITH BBIAB-
JIEHBI 3JJ0pPOBble HOCUTEJNU pelleCCUBHBIX Ooe3Hel,
MPOABJAIONUINXCA y IeTel BOUX HOCUTesNel; a MOTI'yT
OBITH BBIABJIEHBI TAK)Xe 3/[0POBbIe HOCUTENU Te€HETH-
YeCcKUX 3200J1eBaHUH, IPOABIAIOIUXCS TOCTEIIEHHO
B TeueHMe KM3HU, MHOT/la B [TI03/JHEM BO3pacTe, Kak
6osie3Hb [€eHTUHI'TOHA, WIU KaK OIpe/ie/leHHbIe GOPMBI
paka, B YaCTHOCTH, HEKOTOPOe THIIbI OIIyX0Jieil IPyau.
['paHMIIBI TeHETUKY OXBATHIBAIOT, B TOM YHCJIe, ICUXU-
Yyeckue 3a001eBaHuys, I KOTOPBIX T€ YK€ MeAUITMHCKYE
oTpeie/ieHUs MOTYT 3aBUCETh OT TEOPeTUYeCKUX KOH-
LeNIIMKA 1 4acTo He MONaZaloT 110/ K1accuUuKaluio,
MIPUHATYIO B HAYYHOU cpejie.

biarogapst 3Toi ciocOOHOCTU TPEABUAEHUS YeJIO-
BEYECTBO OBICTPO OCO3HAJIO BO3MOXKHOCTH YIIPABJIATh
COOCTBEHHOM 3BOJIOLMEH. 3a HECKOIBKO JIET IUCTOIIH-
YyecKue IIpe/icKka3aHusi eBreHUCTOB CTa/Id PealbHOCTHIO,
TOX0/T K KOTOPOI BO3MOXKEH JIUIITh TPY HAJTMYUH ITPOY-
HOU Hay4YHOI 6a3bl. [IoABUIKCH HOBbIE Hay4YHbIE JIHC-
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LIUIUIMHBL, IPUMeHAeMble K OZHOMY YeJIOBEeKY, K mapam
WIH K 1[eJIBIM TPyIaM Wik HapoAaMm. biarogapsa sTum
AUCIUIUIMHAM IIyTeM OCYIeCTBJIEeHUA IIPOrpaMM, Hava-
TBIX B KOHIIe 1970-X rozioB, OblIa ycTpaHeHa TalacCeMUs
B paliOHax, rJe OHa HOCWJIA SHAEMHYECKUU XapaKTep.
CeroiHs OTKPBIBAIOTCA ellfe OoJiee IMUPOKUE TIEPCIIEKTH-
BbI: aHAJIOTMYHBIM 00Pa30M MOXKHO YCTPAHUTh JAE€CATKU
Apyrux 3aboseBaHui. U, KakK yKe TOBOPUIOCH paHee,
MBI MOIVIH OBI IIONTH JaJIblIIE.



2. cyesawowme
3ab01eBaHuA

[lapagurma Tanaccemunu

VicTopus TasacceMuu ABISETCA MapaZurMoi colralb-
HOT'0 MHTepeca K TeHeTHYeCKUM 3a00ieBaHUsIM. DTa
3axBaThIBalolIasa OrosoruyecKas, MeJUIIMHCKasA, COLIU-
aJbHas W aHTPOIOJIOTUYEeCKasd UCTOPUs. DTa O0JIe3Hb
ob6ycyioBIeHa MyTaI[USIMHU, TPOUCXOASIINMU B I[€JIOM
KOMIUIEKCE TeHOB, Pery/IMPYIOLINX CUHTe3 FeMOITIOOMHa,
MIPOTENHA, CoZiepKalllerocsi B 3pUTPOLIUTAX, KOTOPHIH ITO-
3BOJIAET [TIePEHOCUTh KUCJIOPO/, K TKAHAM. DPUTPOLUTHI
OBICTPO PA3PYIIAIOTCA C TSKETBIMU TTOCAEACTBUAMU IS
MHOTUX OPT'aHOB.

Tamaccemus — apeBHsAA 6ose3Hb. CUUTAETCA, YTO
reHeTHYeCcKHe MyTalluy MOABUINCH HE3aBUCHMO U B
pasHoe BpeMs Y pa3HBIX HapOZOB, HO TOJIBKO y HEKO-
TOPBIX TPYIII Jitofiel 60/Ie3Hb JOCTUITIA HAaUOOJIbIIETO
pacrpoctpaHenusd. Ee reorpadudeckoe pacrnpocTpa-
HeHUe HOCUT 0COOEHHBIH XapaKTep, U YTOObI OIMCATh
€ro, MCIIOJIb3YIOT MOHATHE «II0sica TajacceMun». Kak
U pyTHe TeHeTH4YecKue 3a60eBaHusA, TalacceMus
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ObUTa TpU3HAHA TAKOBOM TOJNBKO B XX BEKe, a TOUHEE,
B 1925 amepukanueM Kynu (OHa Takke U3BeCTHA KakK
anemus Kynu). TeM He MeHee, OHa CyIlleCTBOBaJIa IaBHO,
Y 4aCTOTHOCTh 3abojieBaHuA €10 He OblIa BBICOKOM, HO
PaHblIlle yMUPAJIH 10 IPYTUM IPUYMHAM: OT SITHUJEMUM,
OT TOJI0/Ia, OT Heypoxkasi. [Tocsie 6aKTepHUOTOTHIECKOM
peBoIIOLINY, B Havasie XX BeKa, KpyIHble anueMuye-
ckue MHOEKIIMOHHbBIEe 3a001eBaHuA HavyalIu UCcYe3aTh,
U B TeueHUe XX BeKa CUJIbHO COKpaTUIacCh JeTcKas
CMEPTHOCTD, CBSI3aHHAs B OCHOBHOM C UHGEKIUAMU
U HefjloefaHueM. VICTOprUYeCcKU MOHATHE «IIaTOLeHO3a»,
BBEIeHHOE MCTOPUKOM MeAULUHBI Mupko I'pMmekoM,
HCI0JIb30BAJIOCh B CBA3U C YTBEPKAEHUEM O TOM, UTO
HCUYe3HOBEHUE Cepbe3HbIX MHPEKIIMOHHBIX JITHUIEeMU-
yecKux Oosie3Hel, 6arogapsi pa3BUTHIO COITUATbHOMU
CUTHMEHb], BAaKI[MHALIMY U aHTUOUOTHKAM, IT03BOJIMJIO I'e-
HETUYECKUM 3a00JIeBaHUSIM «OOHAPYKUTh ce0s1». TOIBKO
KOT/]Ja COKPATWJIOCh PacClpoCTpaHeHNe U CMEPTHOCTb OT
XoJsiephl WK Tybepkyne3a B CpeZimzeMHOMOpPbe, OOHa-
PY>KWIKCH CyIIeCTBOBAHUE U YaCTOTA HACIeCTBEHHBIX
3a00J1eBaHUH, TOPAXKAIOIIUX KPOBb, U IPYTHUX CMEPTEJTb-
HBIX TeHETYECKUX 3a00JIeBaHuU, KOTOPBIE TPOSIBIISIUChH
B paHHEM [JIETCTBE.

YKe U3 MepBbIX OMMUCAHUM, TPUHA/JIEKAIINX B OOIb-
IIMHCTBE CBOEM aMepPUKaHCKUM UCCIeOBATENAM, YeT-
KO IIPOCJIEXKUBAIOCH TeorpadpruuecKoe IPOUCXOKAEHHE
TajlacCeMHUU, KOTOpasi HOCHIa Ha3BaHUE CPelU3eM-
HOMOPCKOI aHeMUHU. PacripocTpaHeHUe TajlacCeMUU
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B MUDE Ka)KeTCsA He IPOCTO JIOOOMBITHEIM GaKTOM:
CUYUTAETCS, YTO OHO 3aBUCHUT OT OCOOBIX OHoOrHYe-
CKUX ycsoBui. «TanacceMuyeckyie» SpUTPOLUTH, B TOM
quC/ie y HOCUTENSA, 0COOEHHO YCTOMYUBEI K MaJIAPUH.
B paiioHax, rge pacrnpocTpaHeHa Manapusa — a Cpe-
I3eMHOMOpbe ObLIO TAKOBBIM BO BTOPOH IOJIOBUHE
XX BeKa, — HOCUTEb TAJaCCEMUU UMeJl «CeJeKI[U-
OHHOEe» IIPEUMYIIECTBO, TO €CTh OH Jierde IIePeHOCHI
nHbeknuo Manapun>t. Takoil ecTecTBeHHBIN 0TOOP
IPUBEJ K TOMY, YTO Y HEKOTOPBIX HAPO/JOB TaJTacCeMUs
CTasia HOCUTD SHAEMUYECKUM XapaKTep U yBEJTUINUIOCH
KOJINYECTBO ee HOCUTesIel.

VicTopuuecku TajacceMusi Oblia mepBbIM 3aboite-
BaHMUEM, B CIydae KOTOPOTO MOXXHO OIIpeZieIEHHO
TOBOPHUTH O €BreHUCTUYECKOI COIMAIbHOU MOZENH,
1 uzies ee MpoUIAKTUKY Jake MIpe/IlecTBOBaIa uzee
0 BO3MOXXKHOCTH ee jiedyeHusA. JIo Tex mop, Mmoka He
MIOHSTH, YTO MHOTOKpaTHOe TIepeuBaHue KPOBU MO-
’KET CKOPPEKTUPOBATh aHEMUIO U MPOJAJUTD KU3HD
00JbHBIM, TajacceMus ObLIa U3BECTHA KakK 00/Ie3Hb,
6BICTPO TIpUBOJAIIAA K cMepTH. Ho mmepenvuBanue —
ZIOPOTOCTOSAIIAsI TIPOIeAypa, Tpebyrolas crielaabHbIX
ycioBuii. Heo6xXoAMMO c0o3/1aTh 1eNyIo CeTh IIEHTPOB
mepeMBaHusi, OCYIEeCTBIIAIOIINX 3a60p, KOHTPOJIb U
pacrnpezeneHre KpoBU. Kak 3To HU mapasoKcaabHO,
nepeMBaHus TOBBIIIAIOT MOTPEOHOCTD B KPOBU, ITIOTO-
My 4TO GOJIbHBIE JKUBYT Z0JbIlle. KpoMe Toro, GpIBaIn
1 cepbe3HbIe MOCIeACTBHUA, U UMEHHO JJIs1 yCTpaHEeHUS
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yiiepba oT repesuBaHusA HEOOXOAUMO OBLIO JIeUeHHE,
KOTOPOE CTaJIo IOCTYITHBIM TOJIBKO B 1970-X rogax, HO
€ro CTOMMOCTbH ObUIa HACTOJIBKO BBICOKA, YTO HEKOTOPBIE
CTpaHBbl, TZie 60JIe3Hb HOCWIA Harbosiee BhIpaKEHHBIH
SHZIEMUYECKUH XapaKTep, IIPOCTO He MOTJIU cebe 3TOro
03BOJINUTh. TakoBa cyzibOa MHOTUX T€eHETUYECKUX 3a-
6oneBaHuii. CTOUMOCTD JIEYEHUS MTPEACTABIISAET TAKYIO
¢$UHaHCOBYIO HaTrPy3Ky, KOTOPYIO CAHUTAPHBIE CUCTEMBI
IIPOCTO HE B COCTOSTHUU BBIHECTH, ITO3TOMY OHA Z100aBIA-
eTcA K CTOMMOCTH YeJI0BEeYECKOM KU3HU. 3aKaHINBAETCs
TEM, YTO BBICOKAs CTOMMOCTb JIEUeHUsI CTAHOBUTCS OJHUM
13 apT'YMEHTOB B MTOJIb3Y TPOPUIAKTUKU, TO €CTh CHU-
’KEHUS POXKJAEMOCTH OOJBHBIX JIIOJEMN.

[TOBBIIIIEHNIO BBKUBAEMOCTH OOJIbHBIX TalacCEMUEN
CIIOCcOOCTBOBAJIO TAaK)Ke TOSIBJIEHUE CIIEINATU3UPO-
BaHHBIX LIEHTPOB. Mogenb, cloXuBIIasaca B Mtamuu,
BIIOXHOBWJIA 3aTeM Jpyrue CTpaHbl U ObLIa aZalTH-
poBaHa U AJIs APYTUX T€eHETUYECKUX 3a00eBaHUM.
B03MOXXHO, KIIMHUKY JJIs1 SMWIETITUKOB BOCEMHA/IIIa-
TOTO BeKa OBLIM MIPOTOTHUIIOM JieueOHBIX 3aBeJIEHUH,
CIEeNNaTU3UPYIOIIUXCA Ha KaKOW-TO OZHOM 60Jsie3HH,
HO TOT/]a peyb IIIJIa O MOZEIU UCKIIOUeHHUs, ITO OIIMKe
K TICUXUATPUIECKON KIIMHUKE, a He K MO/JIEJTU JIEYEHU.
HecMmoOTps Ha CBOIO pacIpOCTPaHEHHOCTh, T€HETH-
yecKkue 3a00eBaHUA OCTAIOTCA PEJAKUMHU, U JJIA UX
JIeYeHUs UCIIOb3yeTCsl HeKUH Habop MeAUIIMHCKUX U
HayYHBIX 3HAaHWH. LIeHTPHI A/11 6OJBHBIX TaJacCeEMUEH
B VTasu BEIMOMHWIN O0Jiee JaleKo UAYIINE 3a7a9H,
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HeXXeJIu IpoCTo JiedeHre. OHU JOKHBL OBUIH OIpe-
JIeTUTh MacITabbl Ipo6ieMbl, IPOBECTU 3MUJEMHO-
JIOTUYeCKUe HCClIeOBaHUsA, YyCTAHOBUTDH HOCUTENEH,
IPOCTUMY/NINPOBATh UHPOPMUPOBaHUE O CpeJU3eM-
HOMOPCKOU aHeMUH, O ee IepeZade, Ha4aTh Ipoliecc
«paclpocTpaHeHUs reHeTU4eCKOl rpaMOTHOCTH» Ha-
ceJleHHs, KOTOpOe B 3TOM /IeICTBUTENIbHO HYK/1a/I0Ch.
[Tpunuio noHMMaHVe HeOOXOAMMOCTH B CIeI[HaTN3U-
POBAHHBIX IIEHTPAX, KOTOPHIE IPUHSIHN OBl Ha cebs Bce
3TU QYHKIIUM, a He OTPAHUYUBAINCH ObI OTHUM TOJBKO
obseryeHreM CTpaJaHUi GOJIbHBIX, COIPOBOXKAAA UX
K HEOTBPaTUMOMN CMEpPTH.

LleHTpbl MMKpouuTo3a B ViTanuu

Credano KaHanu B OZHOU U3 CBOMX KHUT U B CTaThe,
HaMMcaHHOM coBMecTHO ¢ /xunpbepro Kopbemmmun?
oITy OJIMKOBaJ UCTOPUYECKUI aHaIM3 60pBOEI € Tasacce-
Mueii B itannuu, noguepkHyB posib Do CHIbBeCTPOHU
u Vb besiako. Cama BeaHKo?® u3zana yBieKaTelbHYIO
npodecCHOHANBHYIO U HHTE/UIEKTYy/IbHYI0 brorpadurio,
B KOTOPOU pacckasaja o ee C My»KeM JIeATeJbHOCTH, Ha-
YrHasA C IEPBOM, CIy4yaiiHOM BCTPeYr C MUKPOIIMTO30M
J10 STIN/IeMUOJIOTUYECKUX UCCIelOBaHUM U UHTYUTUB-
HOT'O OCO3HAaHUA BO3MOKHOCTU €ro MpodUIaKTUKHU.
B0o3M0XHO, UIMEHHO UM MBI 00s3aHBI ITIepPBOM YeTKOM
JleMOHCTpalel, ¢ pa3BepHYTHIMU 3MHeMHOIOTYe-
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CKMMU HCCJIeJOBAaHUAMU, TOT0, YTO TaJacceMus, ode-
BU/THOE U TSDKeJIoe 3abojieBaHue, TeHETUYECKU CBS3aHa
C MHUKDPOIIMTO30M, SIBJIeHHEeM 0e3 CUMIITTOMOB, KOTODBIE
OBl XapaKTepPHU30BaIU HOCUTEA. VIMEHHO OHU CIIOCO06-
CTBOBAJIU yJIyYIIEHUIO U PACIPOCTPAaHEHUIO JUarHo-
CTHUYECKOTO METO/a, TTO3BOJIABINEro UAEHTUPUITUPO-
BaTb JItO/Iel, OOJBbHBIX MUKPOIIUTO30M, U IIPOBOJVIN
nepBble BHEJIabOpaTOpHBIE UCCIEI0BAHMUSA, OTBICKUBAS
HOcUTeJIell Y HapOZi0B, HACEJAIOIIUX Te PeTuOHbI, Te
TajlacceMUs HOCWJIa DHIeMUYeCcKrU XapakTep: B Jlauuo,
B ZiesibTe pek I1o, Ha Cuniny. beaHko u CUIbBeCTPOHU
YeTKO OINUCAU STTH/IeMHUOJIOTHIO HocUTelel B ViTanuu,
OTMeyYas, 4YTO B HEKOTOPHBIX PaliOHaX OHU COCTaBJISIN
20% nacesneHuda. OHU JOBOJIBHO PaHO MPULLIU K IO-
HUMaHUIO TOT'O, YTO YCTPAHUTD TAJACCEMUIO MOXKHO
IIOCPe/ICTBOM pacIlio3HaBaHUA ee HOCUTeNIeN, U YTO 3TO
ZIOJDKHO TIPOUICXOZMTH B MOJIOZIOM, I0OPavyHOM BO3PacCTe;
OHU OPraHMU30BBIBAIN KaMITAHUH 110 THPOPMHUPOBAHUIO,
MIPOBOJAWIN JUATHOCTUYECKHE 0OCIe0BaHUS MOJIO-
JIBIX JIFO/IEV TIKOIBHOTO Bo3pacTa. TakuM obpa3om, Bce
MOIIA ObI 3HAaTh O CBOEM COCTOSTHUH U O PUCKE TIPOU3-
BeCTH OOJIbHBIX ZIETEH, @ 32 9TUM MOT OBI ITOC/IEZ0BATh
OCO3HAHHBIN PENPOAYKTUBHBIN BBIOODP. CHIBBECTPOHU
1 BbSIHKO 3a[yMbIBaIMCh O IPOBEIEHNUU UCCIeZI0BAHUMN
C y4acTHUeM IMOAPOCTKOB-ITKOJIbHUKOB.

B ToT mepuo/, Korza 3ates 6buta chopMyaIUpOBa-
Ha — 3T0 O6bUTH 1950-€ TOZbI, — OHA UMeJIa IOTUYECKOE
o6BbsicHeHre. CHcTeMa MKOJBHOTO 06pa30BaHuUs pPaCIIIy-



2. Wcyesarowme 3abonesanus 61

psiach, IKOJIa KOHIIEHTPUPOBaJIa U Jlejiaja JOCTYIIHON
OOJBIIYIO YaCTh HaceJIeHN, IIKOJIbHOE PYKOBOZACTBO U
MeCTHbIE Q/IMUHHCTPATUBHbIE OPraHbl MOTJIM ObITH 3a1H-
TepeCcOBaHBI B KOHTPOJIE 3a00IeBaHusA, KOTOPOE TSKETIO
nopaskajo ux Tepputopuio. [lIkosa npezcTasiieT coboi
HJeasbHOE MeCTO /it UHGOPMAIIMOHHOM ¥ 06pa3oBa-
TeJbHOU JeAaTenbHOCTH. OHA MO3BOJIAET NEPEUTH 110
I[eNI0YKe OT BBIABJIEHHBIX B Hell HocuTesell 601e3HU K
HX CEMbSM, I/ie C BBICOKOU /I0/Ieli BEPOATHOCTU MOTYT
OBITH HAlZIEHBI U IpyTUe HOCUTENH, U 3TO [T03BOJIAET
pacmupuTh 06JacTh UCCIeOBAaHUN C BaXKHBIMU IS
3MUIEMHUOJIOT MY Pe3y/IbTaTaMHu.

Tect, ncronb3yeMsbiit CunbBecTpoHe U BbAHKO, OBLT
ZIOBOJIBHO ITPOCTHIM, BOCIIPOU3BOAMMBIM U ITPEKPACHO
MOAXOWJI /i1 UCII0JIb30BAaHUA B IIMPOKOMACIITAO-
HOU IIporpaMMe HccleJOBaHNUA BO BHETaO0OpaTOPHBIX
ycnoBUAX. JleATebHOCTh 3TUX YUYeHBIX Obla ob6pa-
30BaTeNbHOM. VX akaZeMuyeckas Kapbepa He CKJa-
JbIBasachb, OHU MTOCTOSAHHO CIIOPUJIY C MeJIUKaMH U3
HUTaJTbIHCKOU YHUBEPCUTETCKOU CpeZibl, B KOTOPYIO OHU
HUKOT/IA TaK U He ObLIN IPUHATHL. TeM He MeHee, OHI
Halll/I¥ IPU3HaHUe U MOAJEPKKY B JINIe TUTHeHUCTa
Y YHUBEPCUTETCKOI'O Ipenozgasarensa Burropuo [1yH-
TOHU, KOTOPBIH IIPE/JIOKIII UM MECTO B COOCTBEHHOM
y4e6HOM 3aBe/leHNH, KOT/Ja OHU OBLIN BBIHYK/E€HBI
IIOKVMHYTh MEeJUIIUHCKYIO KIMHUKY B PuMe, U ceirpan
Ba)XHYIO POJIb B IOJlydeHUU PUHAHCOBOU MOJAePXKKHU
CO CTOPOHEBI BepXOBHOT0 KOMUccapuara 1o CaHUTapuu
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U rurveHe (B Te BpeMeHa MUHUCTEPCTBO 3/IpaBOOX-
paHeHUs MTanuu enfe He ObUIO YUpPeXKAEHO). 3aTeM,
B 1954 rogy, nociegoBasno npusHanue MtaabaHCKOTro
IleHTpa MUKPOLIMTO3a.

Bricokas orieHka uzieli CuibBecTpoHe U BbsAHKO T'u-
TMEHUCTOM UI'PAET OIpeesAIIyIO poib. [leso B ToM,
yTo ¢yHKuMa KoMmuccapuaTa 1o TurieHe COOTBETCTBYET
CHACTEME I'OCyapCTBEHHOI'0 3/IpaBOOXPAHEHUA U IIPO-
ucxoauT oT CaHUTapHOU MHCIIEKIINHU, CYLeCTBOBAaB-
mel B XVIII Beke. [IoaTOMy MokasaTeJbHBIM ABJISET-
cs1 TOT GAKT, YTO MEPBHIN IEHTP MUKPOIIUTO3a Haval
GYHKIIMOHUPOBATD IPU UHCTUTYTE, 3aHUMAaBIIEMCSA
CaHWTapHOU ITOJIUTUKOM, a He IIPU yUYPEKJeHUU KJIU-
HUYECKOW MeAULIMHBI, K KOTOPOMY TOTZIa OTHOCUJIOCH
HalpaBjieHUe reMaToJornu. TakKe UMeeT 3HauYeHue
Y TO, YTO M3yYeHHe TajacceMuu He ObUIO IIOMEIEHO
B paMKu reHetuku. ®akrt co3ganuda Llentpa Cunbse-
CTpOHe U BBAHKO ollpeziesiaeT Hayalo UTAJIbAHCKOI'O
OTIBITA U IEMOHCTPUPYET OOIIMPHOCTH ITOJyIEHHBIX
IIOJTHOMOYMI, KOTOPbI€ 3aK/II0YaINCh B KOMILUIEKCHOM
M3y4YeHUH 3a00JIeEBaHUA: OT HAYYHBIX UCCIEJOBAHUH 10
JiedeHns: OOJbHBIX, OT MUJEMHUOJIOTHH A0 MPOdUIaK-
TUYECKUX MIPOrpaMM U FreHeTUYeCKOW KOHCYIbTal[UH.
B03MOKHO, UMEHHO TaKOH, eZIMHBIN OAX0/] K 60pbOe ¢
6071e3HBIO OOBACHAET UX ycIex. [IoToMy 4To, HECMOTPS
Ha TBICAYY TPYAHOCTEHN, C KOTOPBIMU OHU CTOJKHYJ/IUCH
Y KOTOPbIE MOAPOOHO OMUCAHBI B KHUTE BbsHKO, OHU
ZOOWITHCH yCIlexa; IOCTUTHYTBIN Pe3y/IbTaT U3MepseTCs



2. Wcyesarowme 3abonesanus 63

MOTeHIIMaIbHBIM MCUe3HOBEHHEM O0JIE3HU B TEX MECTAX,
r7e oHa ObUTa HanboJiee pacpocTpaHeHa.

3/7ecb BCTaeT BOIPOC, K KOTOPOMY MBI ellle HeOJHO-
KpaTHO BEpHEMCA: HAaCKOJIbKO B Hallle BpeMA BBICOK
001IIeCTBEHHBIN MHTEPEC K ITPObJIeMe yCTpaHEHUS TOTO
WIA MHOT'O FeHeTUYecKoro 3abosieBanusa? CoszaHue
MeAULIMHCKUX OTAEeNeHU!, ClelfuaJu3upyoIInuxcsa Ha
JAUArHOCTUKE U JIeYeHH U, UJIN UCCIeJOBATEeIbCKUX IIeH-
TPOB B 00J1aCTH TeHETUKHU He BeZIeT HEITOCPEeACTBEHHO K
mpodUIaKTHUKeE; OHO, CKOpee, HallpaB/JeHO Ha OKa3aHUe
TIOMOIITY 1 Ha OMOJIOTMYecKye UccieZoBaHst. OTKPBITHE
B Pume IleHTpa MUKpPOIIMTO3a, HAOOOPOT, BEIpAXKAJIO
MTOJINTUYECKOE CTpeM/IeHHEe K TpopUIaKTHKe U 0ble-
CTBEHHBIN MHTEpeC K YCTPaHEHUIO TajlacceMuu. BaxkHoe
Hacseaue, koropoe CWIbBeCTPOHY Y BbAHKO 3aJ10:KWIN
B 3apOXKAABIIUNCA UHCTUTYT, OBLIO TTPEACTABIEHO UX
JIMYHBIM OIIBITOM, IT0€3/JKaMH B IOMCKaxX HOCHUTeIel
3abosieBaHUs B palOHBI €T0 HaubOoJIbIIIEeTO pacipo-
CTpaHeHUd. 3aTeM TaKue LEHTPBl CTaJI MHOXUTHCH;
B VTa/iny UX KOJIMYECTBO AOCTUIVIO IIeCTHAAATH, OHU
BBITIOJTHSIIA MEAUIIMHCKYE U COIIhaibHble PYHKIIUU
C 1eabi0 MHGOPMUPOBAHUA HaceleHUs O MoJ00HOM
reHEeTUYEeCKOM SBJIEHUU U TPODWIAKTUKY POXKAEHUSA
JIOZIeHi ¢ TSHKeJIBIMU 3a00/IeBaHUSIMU.

IToz:xe B VTanuu, KOTopas Havasa OCyLUIeCTBIATh 3Ty
BA)KHYIO MHUIIATHUBY, Tlepeada GyHKIMH 3[paBooXpa-
HEHUs B KOMIIETEHI[UIO PerMOHOB IIpUBea K pobiie-
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HUIO Iesieil. HarnoHaibHas MOJUTHUKA B OTHOIIEHUU
TajacceMuu OOJIbIIIe He BeJlach, B HEKOTOPHIX pernoHax
IEHTPhI KCUEe3/TU WIN ObUIM MOIIOIIEHBI IPYTUMU che-
paMu yciyr. JIUIb B HEKOTOPBIX paiioHax KaMIIaHUA 10
yCTpaHeHUIo 60JIe3HU MTPOJO/IKIIA CBOE CYIIleCTBOBA-
HMe KaK O/lHa U3 Ilejiell CUCTEMBI I'OCYZapCTBEHHOI'O
3/[paBOOXpaHeHU.

LleHTp MUKpOLINTO3a B PrMe 10 CUX ITOp IIPOAOJDKAET
BECTU CBOIO CTPATErUIo U ellje IPoBOAUT MHGOopMaLu-
OHHBIE KAMITAaHUH B IIKOJIAX, OyZ[y9y YBEPEHHBIM B TOM,
YTO OCO3HaHUe cebs HocUTeneM 3a00IeBaHusA, IIYCTh
JlaXke 3a/I0JIT0 10 HACTyIUIeHHUsa OpadyHoro Bo3pacTa,
MOJKET BJIMATH B OyZyIleM Ha pelleHus, CBA3aHHbBIE C
poxzeHueM feTeld. Takaa cTpaTerusa No3BoJAeT BEIABUTD
60JIBIIOE KOJIUYECTBO «30POBBIX HOCUTENEH», HO He
BeJIeT K CTPeMUTeIbHOMY CHITKEHHI0 3a060/1eBaeMOCTH.
Ona Bo3bIMeeT cBOM 3 deKT, UL KOT/Ia MOJIOAEKb
JIOCTUTHET BO3pacTa, B KOTOPOM Ilepe/; Hell BCTaHeT BO-
Ipoc o moromcTBe. B aToM acnekre nzess CUIbBECTPOHU
BCerZa IPOTUBOIIOCTABIIAIACH XKEIAHUAM TeX, KTO XOTeJl
ZocTU4b O6bIcTpOro addexTa?”.

Jlpyro# mogxon Haboaacsa Ha CapAUHUY, T7E CTPa-
Terusd, IpUMeHeHHasd IPyNIon y4eHbIX u3 Kanbapu Bo
miaBe ¢ AHTOHUO Kao, mosmy4yuia pe3y/abTaThl, KOTOPhIE
BOIIJIY B MUPOBYIO HAy4YHYIO INTEPATYpPy U 0 CUX IIOP
MHOTO IuTHUpyioTcsa. Ha CapauHuu cTpaTerus Obuia
HallpaBJIeHa Ha B3POCJIBIX JII0Zlell — Ha Iapsl U Ha Gepe-
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MEHHBIX *KeHIIWH. Ha Haua/bHbIX 3Tanax, OMCAHHBIX B
1981 rogy B ofHOM Hay4YHOM XKypHaJjie O 'eHeTUKE, OHa
MIpUMeHsUIach B He6ombIuxX KoMMyHax ([TumeHTE D,
Camaccu, Ceppentu, Camariiau, Cappok, Buutaunzpo,
CertuMo-CaH-IIbeTpo). OpraHu30BBIBATIMCH COOPAHUS
C HaceJleHNEeM, MECTHBIMU TPAKAAHCKUMHU U PETUTH-
O3HBIMH BJIACTAMU, MeINKaMU, TIpodcoro3aMu, paboT-
HUKaMU COITUATBHBIX CIYXKO0, B X0/le KOTOPBIX JIIOZEN
WHPOPMHUPOBAJH O MMPOrpaMMe CKPUHUHTA, TO €CTh O
BO3MOXKHOCTH IIPEBU/IETD YTPO3Y TaJIaCCEMUU ITOCPE-
CTBOM TECTHPOBaHUA BCero HacesneHus. Vzes onupa-
Jlach Ha BO3MOXKHOCTY IIpeHaTaJIbHON JUAaTrHOCTUKU
TaJaCCEMUU, IPOCTHBIM CTOPOHHUKOM KOTOPOM OBLI
Kao, 1 Ha I06pOBOIBHOE ITPEPHIBaHNE OEPEMEHHOCTH,
BBeZieHHoe B Vtanuu 3akoHOM HOMep 194 B 1978 roay.
YuacTue B nporpamme ObUI0 06pOBOJIBHEIM, 6e3 Ka-
Koro jinb0 HaMeKa Ha MPUHYXAEeHUe, Y BbIIBI€HHBIM
TaKuM 00pa3oM HOCHUTEJIIM 3a00IeBaHusA TIpeiaraiach
reHeTHYecKas KOHCyabTalud. [IporpamMmma 3akitoda-
Jlach B paclpocTpaHeHUU HHOPMAaI[MOHHBIX MaTepHa-
JIOB, B ITepeZiayax 110 MECTHOMY PaZivio U TEEBUEHUIO,
B ra3eTHBIX ITyO/INKAIUAX, B IPOBeAEHUN KOHbEpEeHITUI
B IIIKOJIaX U Ha pabouux MecTax. Ha mepBbIxX aTanax BHe-
ApeHus mporpaMMbl 30% HaceeHUs TPUCOEJUHIIUCD
K Hell. HeMasioBaXKHBIM ABJIsA€TCA TOT GaKT, 4TO B 68%
cTy4aeB 3TO OBLIU JKeHITUHBL. O6C/Ie[0BaHMeE TTPOIILIN
60% map eTOpoHOTO BO3pacTa, 25 13 HUX OKa3alnCh
B IpYIIle pUcKa, 00HapyKuiIochk 6osee 600 HOCUTETET.
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OZHOBpPEMEHHO C 3TUM UCC/IeJlOBaHNUs, IPOBeJeHHbIE B
60JIbHUIIAX, IT03BOJIWIN BBIABUTH OOJIBIIIOE KOJTUUYECTBO
HocuTesel 3aboeBaHus, a MpeHaTaJlbHasA AUArHO-
CTHUKa OIpezenuia HaTu4drue 60e3HU Y HECKOTbKUX
rozoB. CHavasa HeKOTOphie Maphbl OTKA3bIBATMCh OT
JUarHOCTUKHU IIJIOZAa, HO KOJIMYECTBO OTKA30B CHJIbHO
COKPATWJIOCh B TeYeHUE NePBBIX TPEX JeT AeUCTBUA
mporpamMMel. B pesysnbraTe mporpamMmma npoduiakTUKU
TajacceMud, BHeZpeHHass Ha CapUHUY, ClIOCOOCTBOBA-
JIa PaKTUYECKU TTOJTHOMY MCYE3HOBEHUIO MMATOJOTUU
c Hauasaa 1980-x rogos.

Kao nuier:

«OTO OKA3BIBAET, YTO JlaKe B CeMbCKOU, KaTOJIU-
YeCKOU M 9KOHOMHYECKU MaJOpa3BUTON MECTHOCTH
OOJIBIIMHCTBO HaceIeHNA [IPeATIOYNTAeT [IpeHaTaTbHYIO
JIVaTHOCTUKY U ab0PT, YTOOBI He IOMYCTUTDb POXKAEHUA
60JILHOTO TajlacceMuel pebeHka»?®,

TouyHble HayYHbIE 3HAHUA U 3asIBJIEHHOE STHYECKOE
06513aTeTbCTBO OXapaKTepU30Baau, TAKUM 00pa3oM,
KaMITaHWM 110 TpodUIaKTHUKe TajacceMuu B VTanuu,
B KOTOpBIE TI0 MHUIIMATUBE KCCIe0BaTele-MeIUKOB
OBUTH BOBJIEUEHBI ITOJTUTUYECKHUE U COLIUATbHBIE KPYTH,
ZUIs1 60pbOBI C OTHUM U3 HauboJIee TSIKEbIX U Pacpo-
CTpaHEHHBIX TeHETUYECKUX 3a00/IeBaHUM.

[To mpomectBum 6osee yem 30 steT Ha CapAVHUN MOXK-
HO HaOII0ZATh pa3Hble MOAXOAbI. Acconmanusa 60b-
HBIX TajacceMueri CapauHuM, yapexzeHHas 21 oKTaops
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2006 roza, mpeACcTaBIseT cOO0M eCTECTBEHHOE MPOJIOJ-
*keHHe JIo6pOBOJILHOTO KOMUTETa OOJIbHBIX TalaCCEMUEH
MalMEeHTOB, ogsuslIeroca B Caccapu B Mmapte 2005 roza.

«[IpeHaTanpHasA MPOGMIAKTHKA HE SABJIAETCA OFZHOU
13 ee KOHEUHBIX LieJiell; OJHAKO 3TO He TOBOPUT O TOM,
YTO OHA He 3aHUMaeTcsA TPOQIIaKTUKOM.

[Ona] saxirouasnach B COOOIEHUU BCEU HEOOXOAU-
MoM mHpOpMaIUK, KOTopas Mo3BoJIIIa OBl OyAyIIM
POAUTENAM Y3HATD, OyZIeT I UX pe6GeHOK 37I0pPOBBIM WU
OOJIbHBIM, ¥ OCO3HATD CTETIeHb PHCKA 3a4aTA O0JIHHOTO.
[...] Ota uudpopmarus [...] mpegocTaBIsIeTCA TOJIBKO
B cay4yae opUIIHaNBHOTO 3ampoca B ACCoIualiiio, B TO
BpeMs Kak cama Accolipaiusa He MPOoABJIAeT HUKAKOU
0011ecTBeHHOM MHUILIMATUBHI 10 TpodmiakTuke. Takas
MTO3ULIUSA ABJIAETCA KOMIIPOMUCCOM MEXK/Y Pa3IMYHbIMU
MHEHUSIMU OCHOBaTeJel ACCOITUAIIUH, CPEAN KOTOPBIX
OJTHU *KeJtaii 60POThCs ¢ TPOPUIAKTUKOM, IPyTHE XOTe-
JIU, 9TOOBI Acconralyisi BOOOIe HUYeM He 3aHUMasach,
TPETbU NPUJEPKUBAINCH MHEHUS, YTO OpraHU3aIys,
paboTaromias B 06J1aCTH UCCIeJOBAaHUA TalacCEMUH,
He MOIvIa He IPUHKUMAaTh BO BHUMaHue NIPOQUIaKTHKY,
Y, HAaKOHeEIl, YeTBEPThIE CUYUTATN CBOUM JI0JITOM ITpOTIa-
ra’HAnupoBaTh MPOGWIAKTUKY»>.

WTak, mycThb jake pa3TuIHBIMU CIIOCOOAMU, KOTOPBIE
TOT/Ia COMTPOBOXKJAIMICh OYPHBIMH JUCKYCCUAMH, B 1980-€
T'OZIbI CTy9au TaJacCeEMUU ObLUTH ITOYTH CBEJEHBI K HYJTIO B
TeX UTAIbSHCKUX PETMOHAX, I7ie 3TO 3ab0ieBaHue ObLIO
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HanboJiee pacripocTpaHeHo. LIeHTp MUKporuTo3a B Pume,
KOTOPBIM celvac pyKOBOAUT AHTOHU AMaro, brarogaps
COIVIAIIEHUIO C PETHOHOM Jlaryo mpoBoAUT MHOPMAIIU-
OHHYIO KaMIIaHUIO B CPEHUX ILIKOJIAX U €KETOHO IIPOBO-
JIUT aHAJTM3bI KPOBU THICSY MOJIOZABIX Jitoziei*’. Biarogaps
9TOM KaMIIaHHUU KOJIMYeCTBO 3a001eBaHNH TajlacCeMUU
Yy UTAJIbAHCKOTO HacesaeHuA Jlanuo noaaepKuBaeTca
IIPAaKTUYECKU Ha HYJIEBOM YPOBHE, HO [IOABWINCH CIy4au
cpeAy MMMUIPAHTOB U3 dHAEMUYECKUX 30H, U HApAAY
C TaJlacCceEMUEN YBEIMUYMBAETCA TAK)KE YACTOTA BBIABIEHUS
ZPYTOU TsDKeIo GopMbI 3a00JIeBaHUS SPUTPOLIUTOB, KaK
ZperaHonuTapHasa aHeMUA WIU CePIIOBUHOKIETOYHAA
aHeMUs1, HOCAIAsA SHAeMUYeCKUH XapaKTep B HEKOTOPBIX
pervoHax Adppuku u CpegHero BocToka, a Takke cpeau
adpoamepukaHiieB. Ecyiv 3a TOzibI TPOBEEHUS KaMIla-
HUU U «pacpoCTpaHeHNsA reHeTUYeCKOU I'PaMOTHOCTH»
OCO3HaHHE He0OXOAUMOCTH MPOGUIAKTUKU TeHeTHJe-
CKOT0 3ab0J1eBaHMs YKOPEHUJIOCH B HacesieHuy tamuu,
TO Tereph BCTaeT ImpobyiemMa Toro, Kak CZeyiaTh MIUPOKO
ZIOCTYITHBIM F'eHEeTUYeCKUM CKPUHUHT B YCJIOBUAX MYJIb-
TUKYJIBTYPHOTO ¥ MYJIbTUITHUYECKOT'O HaCeJIeHUA TIPU
ITOCTOSTHHO pacTylei uMmMurpaiuu. Kak obecrneduTsb
MHGOPMUPOBAHUE U IOCTYII K IMATHOCTHUKE JIFOZIeH, IpU-
opIBaronyx B MiTanuio? Briepseie B EBporte, ele 70 Uta-
JIbSTHIIEB, C IAHHOU MMPO6JIEMOM CTOIKHYJIUCh aHITINYaHE,
U OHM PELIWIU ee C YCIIeXOM, KOT/Zja BBEJIU IIPOrPaMMBbI
CKPMHMHIA TaJlaCCeMUU, HallpaBJIeHHble HA UMMUTPaH-
TOB ¢ Kurmpa u u3 [lakucrana.
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[losiBneHue n ncyesHoseHue
Tanaccemuu Ha Kunpe

Kunp — oiHO 13 MecT, I7ie pacpocTpaHeHa TaJacCeMUs.
HecMoTpst Ha TO 4TO O60JIE3HB APEBHSIA, €€ IePBBIE OITHU-
CaHUA OTHOCATCA K OTHOCUTENbHO HeZJaBHEMY TIEPHOZY.
Jluurs B 1944 ropy Anas JI. ®aBpu npuBeK BceobIee
BHMMaHWeE K BHICOKOHM YacToTe 3a0071€BaeMOCTH Ha
ocTpoBe®!; 3aTeM MOUCKYU ObUTH MTPOAOIKEHBI APHOJIBIOM
I'. BaHTOHOM,*? KOTOPBII ITPOBEJ BHETAOOPATOPHBIE UC-
cJle[oBaHUA B ZiepeBHe ATUTHHOY B peBpase 1947 roza,
rae 3500 yesloBeK BEKaMU KWW IIPAKTUYECKU B YCIIO-
BUAX U30JALMU U dHAOramMuu. K cyacTbio, B TOT ZieHb
e A0XX/b, 1 HEMHOTHE KpeCcTbsHE OTIPaBUINCh B
nosa. biarogapsa noazaepxkke myxmapa (lepeBeHCKOTO
CTapocThl) ObUTa obecrieyeHa BbhICOKas sABKa AJ coopa
006pa3IloB KPOBH, KOTOPHIE OBLIU IMTPOTECTUPOBAHBHI.
B pesynbraTe 0Ka3anoch, YTO KaXK/bIi CeIbMOM KUITPHUOT
SIBJIIETCSI HOCUTEIEM TaJlaCCEMUU, a B KaXK/J0M 49-11 rmape
HOCHUTEISIMU OOJIE3HU SIBJIAIOTCS 00a ee Mpe/ICTaBUTES.
Jlo Havama 1960-x rogoB oauH pebeHok u3 160 poxzaaics
OOJBHBIM TaJaCCEMUEMH.

OxcnepT BeceMupHOI opraHusanuu 3ZipaBooxpaHe-
HUA BBIACHWI, YTO yJIy4llleHHe CUTyalluy U yBeaude-
HUEe TIPOZODKUTETbHOCTH KU3HU OOJbHBIX IIPOU30IILIO
6saroziaps UCIOIb30BaHUIO OOJIbIIEN YacTU CaHUTAp-
HBIX pecypcoB ocTpoBa. [IporHo3ssl mokasslBaay poCcT
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Ha 50-70 ciay4aeB 3a601eBa€EMOCTH B TOZl Y HacEJIEHUS
mpuMepHo B 600 000 ;kuUTesIeH, Takyke MOXKHO OBLIO JIETKO
TIPEZIIONIOXKUTD, YTO PAHO WJIY TIO3ZJHO BOZHUKHET IIpo0Jie-
Ma HexBaTKU KpOBU 1A nepennBaHuda. B 1970-x rogax
Havasia IpUMeHAThCS 6osiee KaueCTBeHHAsi OPraHU3aIus
YCIYT ¥ CTaJIa MpollaraHupoBaThCs BceoOIas MoOIM3a-
11 217151 cOOpa KpOBU. BBUTH CO3/1aHBbI CIEIMaTU3UPOBaH-
Hble IIeHTpbl. OCO3HaHMe 3TOU, B CYIIIHOCTH, COLIMAIbHOMN
po6JIeMbI TPUBEJIO K CO3/JaHUI0 HAYYHO-COLIMATbHOMN
opraHu3sanuu st 60pb0OsI ¢ Heil. CTOMMOCTD JIeUeHUS
BO3pOCJIa, HO 0COOEHHBIH CTPax BhI3bIBAJIA TIEPCIIEKTUBA
pacTyIiel morpebHOCTH B lepepoKcaMuHe. DTO JIeKap-
CTBO, CTaBllee JOCTYIIHBIM B 1970-X rozax, mo3BoJsiio
He JIOITyCKaTh Ype3MePHOro CKOIUIEHUS XeJjie3a B Op-
raHusMe BCJIe/[CTBMEe MHOTOKPATHBIX NepeIuBaHui U
paspylieHus SpuTpoUToB. C OABIEHUEM 3TOr'O JieKap-
CTBEHHOT'O CPe/ICTBa B JIeUeHUHU TaJlaCCEMUN HAMETUICA
pelIuTeNbHBIN [IPOrpecc, HO IPU 3TOM HEIOMEpPHO
BBICOKOM CTajia U CTOUMOCTb JIeYeHUsI >,

Ha Kuripe, rze Ky/bTypa 34paBoOXpaHeHUA IIPOUCXOAU-
JIa OT aHIVIMMCKOM IIKOJIBL, TPOdIIaKTUKA 3a60IeBaHUA
Kasajach TorZia He IIPOCTO HeoOXOANMOH, a 06sa3aTeb-
HoM. OHa Z0/DKHA ObLIa OCYILECTBIIATHCA II0CPEACTBOM
06pa3oBaTeNbHBIX ITPOrPaMM, CKPUHUHTA HaceJIeHUs 1
IIPOBEZIeHNA '€ HeTUYECKUX KOHCY/IBTALM C HOCUTEIAMUA
B Ha/leK/le COKPATUTh KOJIMYeCTBO OPAKOB MEXAY HUMU
Y OTPaHUYUTD BOCIIPOM3BeZIeHN e [IOTOMCTBA C [TaTOJIOTU-
eli. B eficTBUTeNIbHOCTY pa3NyHble OITyOINKOBaHHEIE
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MEJULIMHCKUE U COLIMOJIOTNYECKUEe UCCIeL0OBAHUA Jle-
MOHCTPUPYIOT 60sI3Hb KUIIPUOTOB 3aBOJUTh ZieTei. ToT,
Y KOT'O TIOSIBJISICS 37I0POBBIN peOEHOK, He /1e1al MTOIBITOK
3aBO/JJUTh HOBHIX JIETEH, IOBOJIbCTBYSICH CYACTINBOM yJa-
cThIO. Te JKe, Y KOTo poXkaascs 60IpHOM pebeHOK, 60IIbIIe
He XOTeJIN PUCKOBaTh. B ceMbsX, B KOTOPHIE ITpobpaiach
60J1e3HB, YaCTO MPHOETaIU K HeJleraJTbHOMY abOpTY M3-3a
cTpaxa UMeTb OOJIbHBIX eTel. [[porcxoauia KOMILIEKC-
Has KyJIbTypHast TpaHCcPOpMaIIvsa HaceIeH!s: Iporaratia
KOHTPAIIEIIIVH /I [1ap, Y’Ke MEBIINX OONbHBIX JETEH,
MacCOBBI€ KMCCJIEOBAHNA I/ BBISABJIEHUA HOCUTEIEH,
HalpaB/ieHHe BBIOOpa MapTHepa 1 ITPOM3Be/IEHHE TOTOM-
CTBa Ha OCTPOBE, pas/ieJIeHHOM Ha /IBe YaCTH: TPEKO-TIpa-
BOCJIABHYIO I MYCY/IbMaHCKYO.

BBeZieHNe NpeHATaTbHOU AUArHOCTUKY OBLIO ITO-
JIOXKUTEJbHO IPUHATO HaceJIeHueM, HeCMOTPA Ha BCIO
UX PEeJIUTMO3HOCTh. DTa KaMIlaHud Ha Kunpe comnpo-
BOXK/IaJIach BceoO1Iel MOOMIN3anel cpeZicTB KOMMY-
HUKauui, "HGopMHUpOBaHMEM IIKOJIHHUKOB, Pab0TOM
OPraHM30BaHHBIX I'Py. OIpeesaouM cTal BIOOD
IIpaBOCJIaBHOM LiepkBHU B 1983 rogy. Oco3HaBas TAXKeCTb
3a601eBaHUA U €To paclpocTpaHeHue, ero yeTpauao-
muit 5pPeKT, okaspIBaeMblii Ha CEMbH, My4YeHHUs IIPU
NPUHATUY PELIEHUs O POXKJeHUU pebeHKa, IIePKOBb
IoZiiepKaia Co3flaHue LeHTpa TaJIaCCEMUU U PelIna
BBecTU TpeboBaHUE 0 f0OpayHO cepTUDUKAILINY,
KOTOpas MOATBepK/asa Obl, YTO Iapa IIpoIjia TeCT Ha
BBIABJIEHVE HOCUTEJIA, M YTO OHA OCO3HAET BEPOATHBIN
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PHCK ITPOU3BeIeHUs Ha CBET OOIbHBIX ZieTel. [Iporpam-
Ma, rosiBuBINascsa B Hukocuu, 6b1a 3aTeM BHepeHa B
Jlumaccose, BTOPOM 110 3HAYUMOCTH rOpo/ie OCTPOBaA.
YuacTue HaceneHUs ObUTO OecriperieZieHTHbIM. B 1973
rofy ObLTa yupeskieHa IepBas opraHusaliys mnaiyeH-
TOB U poauTeneir — OO61IecTBO 60PbOBI ¢ aHEMUEH,
KOTOPOE CBhII'PaJIo BAXXHYIO POJIb B paCIPOCTPAaHEHUH
nHbopMaIu o 60JIe3HH, B peaaTn3aliii HayIYHbIX IIPO-
€KTOB U B OpraHM3aluu «HeZe/b TaJlacCeEMUU». DTO
OBLT He TOJIBKO BBIOOP rpeveckoro Kumpa; B ceBepHOH,
TYpPeIKOM YaCcTH OCTPOBa rpakIaHCKOe ITPAaBUTENIbCTBO
yke B 1980 rozy yTBepAMIO 3aKOH, KOTOPHIH 00513bIBAI
MIPOXOAUTh 06paYyHO€e TeCTUPOBAaHUE Ha BHIABIEHUE
TasacceMuu. IHTepecHbIl QpaKT: reHeTU4ecKoe uccie-
JIOBaHUE TI0KA3aJ10, YTO MyTaluy O0Ie3HU, HalZieHHbIe
V TYPelKUX U FpeuyecKuX HocuTelel, OiMHaKOBbIe. DTO
O3HayvaeT, YTO, HECMOTPs Ha MOJIMTUYECKUEe U BOEHHbBIE
pasHoIyiacus, reHeTHUYecKas CTPYKTypa HaceJeHUs
O4YeHb CX0XKa’*.

C n3meHeHreM 00pa3a >KU3HU PACHIMPIINCH U BO3-
MOXKHOCTU CKpUHUHTA Ha Kunipe. PoxxgeHue geTeii mpo-
HCXOJUT He TOJIbKO BHYTPU OpayHBIX COIO30B, M 3aKOH
Y 3paBOOXpaHeHNe JTO0/LKHBI 3TO YIUTHIBATD. Y TI060TO
YeJ0BeKa MOXKeT BO3HUKHYTH JKeJlaHHUe Y3HATh C00-
CTBEHHBIM r'eHeTUYeCKUM IIOPTPeT, He3aBUCUMO OT TOTO,
IUTaHUPYeT JIU OH 3aBOJUTH ITIOTOMCTBO. B HEKOTOPBIX
KYJIbTypax TeCT Ha BbIABJIEHNE HOCUTEJIA TeHeTUIECKUX
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3a00JIeBaHUM — 3TO HENOCPEACTBEHHO BHIOOP MaphI,
HO OH Bcer/ia 06yCIOBIeH STUYECKUM, KyIBTYPHBIM WIH
PEJIUTUO3HBIM aceKTaMH.

CyliecTByeT i1 pa3HUILla MeXAYy KOHTPOJIEM Tajac-
cemuu B Utanuu u Ha Kunpe? Ha Kunpe 3to 65110
pellleHre O MPOBeJeHUU LIeHTPaJIu30BaHHOU U XOTH
OBl OTYACTHU HAIPABJISIONIEN CAHUTAPHOM MOJTUTHUKH,
MIPUHATOE Ha FOCYZlapCTBEHHOM YPOBHE U MOAAeprKaH-
HOe I'PeKO-IIPaBOCTIaBHOU LiepKOBbI0. Kak oTMeuaeT
Kanasu, ycnex crpaTeruu npoduaakTUKU TajJlacceMuu
B HEKOTOPHIX UTATbIHCKUX peruoHax ObLI, CKOpee,
pe3yJabTaTOM MEeCTHOM WHULIMATUBHI, IyCTh Jake MPU
IO/ /iep>KKe TTOJIMTUKOB Y MECTHBIX OPraHOB BJIACTH,
a He CJe/[CTBUEM IIeHTPaJIU30BaHHOMN MOJIUTHUYECKOU
JesITeTbHOCTU. B OCHOBHOM 3TO ObLTa MHUIIMATUBA
LIEHTPOB MUKPOILIMTO3a U YaCTHBIX oprannsanuu. Cie-
AyIolllel TPYZAHOCTBIO, KOTOpas BCTasla epe/ IieHTpaMu
MUKPOIIUTO3a, ObLIa Iepeiaya 3aiay 3/paBOOXPaHEHUS
B KOMIIETEHIIVIO PETUOHOB. B MTaninuyu BO3MOXHOCTD
HAI[MOHAJIBHOT'O CTPATETMYECKOTO BbhIOOpa ObLTa yTe-
psHAa; MEHTPHl MUKPOIUTO3a OBLIM MOIVIOIIEHBI Ha
pEerrMoHaJbHOM YPOBHE, K TOMY K€ He BCE PEerHOHBI
MIPOSBJISUIA OJJMUHAKOBOE OTHOIIEHWE K MpodUuIaK-
THhKe 3aboseBaHusA. OHO He MOXET OBITh TTOJTHOCTHIO
yCcTpaHeHOo, HocuTenu 6yayT Beerzaa. C cue3HOBEHUEM
MaJIIpUY IPOTA/IeT ¥ B3AMMOUCKITIOYAIINN GaKTop,
YTO CIIPOBOLIMPYET POCT 3a00/IEBAEMOCTH TaNACCEMMU-
ell B olpeZieJIeHHBIX 30Hax. Emle Gosblliee cMeneHne
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HapoJOB IIPUBEAET K <<p336aBJIeHI/IIO>> 00JIe3HU Ha BCe
HaceJeHue. Bce 3TU 3/1eMeHThI MMpUBEAYT K YMEHbIIECHUIO
HHTEpPECa K l'[pO6JIeMe, " yXKe 4epe3 HECKOJIbKO AE€CATH-
JIeTUU naed HpO(l)I/IJIaKTI/IKI/I MOXKET MCYE3HYTb COBCEM.

06s3aTeNibHbI CKPUHUHT
B MYCY/IbMAHCKMX CTpaHax
M NporpamMmMmbl NpoUNaKTUKN
B «MOAICE TaNacCeMUmn»

Ycnex cTpareruid, npuMeHeHHbIX Ha Kunpe u Ha Cap-
AUHWM, U peKOMeHZaluu BceMupHOU opranusanuu
3 paBOOXPaHEHUA CTaJU ONPEAEIAIOIIVMU dIeMeHTa-
MU /i1 BHEJAPEHUA Mep YCTPaHEeHUA TajlacCeMUU BO
MHOTUX MYCYJIbMaHCKUX CTPaHax, JIeXKAIIUX B «I10SCE
TajacceMUuM». ['eHeTHUUecKre U SIIHAeMUOJIOrnUecKue
HCCIeIOBaHUSA TIOATBEPAWIN OOJIBIIIOE KOJTUYECTBO HO-
cuteneii B lpaHe, B ctpaHax [lepcugckoro 3aauBa,
B [lakucrane, B paze pernoHoB VHauu 1 Ha ManbauBax.
P TOKyMEHTOB yIIOMHHAET B Ka4yeCTBe MPOOIeMBbI
IIMPOKO PACIIPOCTPaHEHHYIO IPAKTUKY OPaKOB MEXIY
KPOBHBIMU POJCTBEHHMKAaMU BO MHOTUX 3TUX CTPaHaXx,
r/ie OIU3KYeE ABOIOPOHBIE POACTBEHHUKY JKEHATCST MEXK-
2y cOO01. BBIXOAUT, UTO UAEHTUPUKAIMSA HOCUTEIEH U
mpodUIaKTUKa POXKAEeHHs O0NbHBIX IeTeli He MOXKET pac-
CMaTPUBATBHCA OTAEIBHO OT IONBITKU CHU3UTD YPOBEHb



2. Wcyesarowme 3abonesanus 75

sHforaMuu. HekoTopsle cTpaHsl 1o npuMepy Kumpa
BBeJU 00fA3aTeNbHOE TECTUPOBAHUE /I BBIABIEHUA
HOCHUTeJIeH TalacceMuH, YTOObI OMYIUTD pa3pelieHne
Ha BCTyIUIeHUe B Opak. Ho pelleHue o MpoAOmKeHUN
poJia, BIIpodeM, ocTaeTcsd 3a OyAyIIUMH CylpyraMu,
B CIy4ae, ecJii OHU 00a HOCHUTEeNH, IPUYeM UX CEMbU
MOTYT PacTOPTHYTb OOpy4YeHue.

Hccneposanue MuHUCTEpCTBA 3paBOOXPAHEHUA
VpaHa, mpoBe/ieHHOe COBMECTHO C YHUBEPCUTETCKUM
KoJutemkeM JIoHZOHA, omyOnKoBaHHOe B 2004 roay>®,
OIMUCHIBAET cTpareruio Mpana B paMmkax caHUTapHOU
CUCTEMBI CTPaHBIL. TeCT Ha BBIABIEHUE TaIaCCEMUU ObLT
BBeZleH HapsAy C APYTUMH J00pavyHBIMU CKPUHUHTO-
BBIMM IIPOrpaMMaMM M PacopOCTPaHEH MOCPeACTBOM
WHTETpallly B CUCTEMY HapoAHOTo o6pa3oBaHus. Onu-
CaHHad MMporpaMMa CJIOXKHa Y IpeAIoJaraeT HajJndue
CIIeIJUaJbHOT'O COCTaBa reHeTUYECKUX KOHCYJIBTAaHTOB,
IVarHOCTUYECKUX JJabopaToOpuii, BKIIOYaeT 00ciesno0-
BaHUeE MY)XYUH, HAXOJAIINXCSA Ha BOEHHOU CIyk0e,
KOHTPOJIb KauecTBa JJabopaToOpUi, OCyIeCTBIISIONINX
reHeTUYECKUW aHaIWu3, CO3JaHue KypHaJIoB ydyeTa u
KOMITbIOTEPU3AIIYIO JAHHBIX. BhIsABI€HHBIE TAPbI-HOCH-
TeJIM MOTYT MOJly4aTh FeHeTUYeCKUe KOHCYJIbTaluU 10
TeX IOP, TIOKa He MOoTyYaT HeOOXOAMMBIX Pa3bsCHEHUH.
B cpegHeM MpOBOAWTCA 110 IBE BCTPEYH C KAXK/J0M ITapOi.
Te, KOTOpBIe pelaroT NOKEHUTHCSA U POAUTD eTell, Haxo-
JsTCs 107, HabumtofeHreM. [IporpaMma ObLia 3armyieHa B
1997 roay, 3a mepBbIe 5 JIeT MPOILTH 00cIeoBaHue 60-
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Jiee 2,7 MWUTHOHA TIap, 6;1aroAapsi 4eMy ObUIO BBIIBIEHO,
4TO B cpegHeM 4,5 13 1000 rap HaXoAATCA B IPYILIE PUCKA.
Y>xe nepBble JaHHbIe IIPOrPAaMMBI IeMOHCTPUPYIOT 3Ha-
YUTETbHOE CHIDKEHHE 3a00/IEBAaEMOCTH TalaCCEMUEN.

[ToMMMO TeXHUYEeCKUX aCleKTOB IPOrpaMMbl MbI Ha-
671r0ja€M BasKHBIE KY/IBTypHBIE U3MeHeHU B 00IIecTBe
Vpana. JlJocTynrHOCTb J06padyHOr0 reHETHIeCKOT'O TecTa
MIOMOIVIA BBIIBUTB ITPOGJIeMBL. MHOTHIE Taphbl OTKA3a/INCh
OT BCTYIUIEHHS B OpaK, pyrre 3aCOMHEBAINCE. Bripoc
CIIPOC Ha NIPEHATATIbHYIO AMArHOCTUKY, YTO He IIPEeATIIO-
Jlarajioch B Havdaje IIporpamMMBbl U3-3a JefCTBYIOLIEero
3arpeta Ha abopThl. Ho B 1998 rozy npaBUTENIbCTBO BCE
’Ke Pa3pelnyio U IpeHaTalbHYI0 JUarHOCTHKY, U abop-
THI B CPOK /IO LIIeCTHA/IaTOW He/lesIH, B cllydae eciu y
IUI0/]a IMarHOCTHPOBaach 00Ie3Hb, OZHAKO /IS 3TOTO
HeobxozmMa 6buta ¢peTBa (MCIaMCKOe pEeTUTHO3HOE
3aktouenne). Kak ciescTBue, 3To moTpe60BaIo MOBHI-
IIeHNA YPOBHA YaCTHBIX WY FOCYAAPCTBEHHBIX YCIIYT 10
reHeTUYECKOM AUAarHOCTUKE XOPUOHUYECKUX BOPCHHOK,
C BBITEKAIOIIUM CO3[aHHEeM COOTBETCTBYIOIIUX roCyzAap-
CTBEHHBIX JIA6OpaTOPUii, KOTOPBIE CTAJIH ITOJTHOI[EHHO
dynkimonrponats K 2001 rogy.

B3rnapg Ha mup

ExxerogHo B Mupe Ha cBeT noasisawTed 70 000 gereid,
OOJILHBIX TajlacceMueli, a HocUTeel HaCUUTHIBaeTCs
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6onee 270 MWLINOHOB. DTO II0OAaTbHAsA CAHUTApHAA
npobieMa, a Takke OM3HeC JJiA MPOAABIIOB ANATHO-
CTUYECKUX CUCTEM. TeCT HOCUTEJIA TalaCCeMUU — 3TO
HanboJjiee pacIpoCTpaHEHHBIM I'eHETUYECKUUN CKPU-
HUHT, peKOMeHyeMblii BceMupHOU opraHusaiuei
3/lpaBOOXpaHeHUs, KOTopas MoJ4yepKUBaeT U OCHOB-
HbIe MPOOJIEMBI, CBSI3aHHbIE C HUM. /[0 KOHI[A HE SICHO,
BCETZIa JIU COOJTIOAI0TCA MUHUMAaJIbHbIe TpeOOBaHUA
K TeHeTUYeCKOMY CKPUHUHTY, TaKXXKe MBI TOYHO He
3HaeM pe3y/IbTaTOB MHOTMX Ha4aThIX WU 3asBJI€HHBIX
IIpOrpaMM.

Pasyiu4HbIE JOBOJBI B TTOJIB3Y OOLIET0 CKPUHUHTA
1 TpOWIAKTUKU TalacCeMHUU OBLIA COOpaHbI B OHY
KHUTY, onybOukoBaHHy0 B 2003 rofy moz pegaknuei
HUTaJIbAHCKOTO uccienoBaress Peniio l'ananenno, pyko-
BozauTtesia LlenTpa r. Kanbapu, npullieiiero Ha CMeHy
AnTonno Kao*®. BosbIioil BKkIaJ, B 3Ty KHUTY BHeCIa
BepHazeTT Moges, cuuTaroiasaca KpymHeUIInM 3KC-
IIepTOM B JaHHOM BOIIPOCE, aBTOP [EeCATKOB CTAaTeu
o mpodwIaKTHKe TasacceMun®’. B KHUre mpezicTaBieH
caMbIi IOZPOOHBIT aHAIN3 U3 TeX, KaKUe S CMOT HalTH,
OH KacaeTcs BceX ITpobiieM, CBI3aHHBIX CO CKDUHUHTOM,
B Pa3HBIX PEJIMTHMO3HBIX U KyJIbTYPHBIX KOHTEeKCTax. Pas-
6pocC MOXOXKUX IPOTPaMM Ha MECTHOM U HAIIMOHAJTbHOM
YPOBHE OIIIeJIOMJISIET, B HEKOTOPBIX CTpaHaX OHU OBLIH
yTBEPXK/EHBI KaK obsi3aTenbHble: B Typiuu, B /lybae,
B [IaJIeCTUHCKOM ceKTope ['a3a, Ha ManpauBax, B Mym-
6au-Cuty B IHauu, B CayzoBckoi ApaBUM U B ApabCKUX
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JMUparax. boJbIIMHCTBO 3TUX CTPAH UMEET CUIbHO
YKOPEHUBILYIOCA UCIAaMCKYI0 PEJIUTUI0, TIO3TOMY, KaK
B VpaHe, MpUHATHE pelieHUs ObUIO IJTaBHBIM 00pa3oM
00yCJIOBJIEHO pacpocTpaHeHueM 00JIe3HU U TIOAAEPK-
KOU peJIMTUO3HbBIX BJIACTEN, pa3peIIMBIINX IPEPbIBAHUE
6epeMeHHOCTH IIPY YCJIOBUU BO3pacTa Iio/ia He 6osee
120 aHel, ecu y Hero ObUIa AMATHOCTUPOBAHA O0JIE3Hb,
ITOCKOJIBKY CYHUTAETCS, UYTO 10 POXKAEHUA peOeHOK He
uMeeT Aymu. [IporpaMmbl Mo mpodriIakTUKe aHOH-
CHUPOBAJIMCh TaKXKe U B OYAJUCTCKUX CTpaHaX, HO TaM
BO3MO)XHOCTB ab0pTa UCKJIIOYeHa peTUruei®s,

Kak MBI y’Ke TOBOPUJIH, TalacCeMUs SIBJISETCS T1a-
pPaZiuTMOM CKPUHUHTOBBIX ITPOTPaMM /IJIs1 BHISIBJIEHUS
HOCHUTeJIel TeHeTu4YeCcKuX 3aboneBaHuii. [Ipobiema
ObLIa MOZIHATA B CTPAHAaX C COBEPIIEHHO Pa3HBIMU KYJIb-
TypaMU, PEJIUTUAMU U COIUATbHO-MEAUIIMHCKUMU yC-
JIOBUSIMH. B HEKOTOPBIX CITy4asax BEIOOP HaCeTeHUs ObLT
obycioByieH 06s13aTeTbHBIM WX ITOYTH 00513aTeTbHBIM
TECTUPOBAHUEM, B IPYTUX CIAyJasx TECTHI MpoIaraH-
JVPOBAJIMCh, HO JIFOJIU UMEJU MIPaBO BHIOOpA. YUeHbIe
IpOaHAaIN3UPOBAIN TTOBeIEHNE U PEaKIUIO Ha CKPU-
HUHT UMMUTPUPOBABIINX B 3allaJHbIe CTPAHBI JIIOZEH,
KOTOPBI€ HECJIU APYTYIO KYJIBTYPY Y PEJTUTHIO B CTPAHBI,
Ky/Zla OHU IpUOBIBaIM, — TaK, HallpuMep, 6pLIH 06CITe-
JIOBaHBI TAKUCTAHIIbI ¥ KUITPUOTHI B AHIINY 1 KaHaze.
CKPUHUHT PEKOMEH/IOBAJICS /IS IPOXOXKAEHUS LITKOJTb-
HUKaM-TIOJPOCTKaM, IlapaM /i0 U IOoc/ie BCTYIUIEHUs
B Opak, 6epeMeHHBIM JKEHIIIHAM U He TOJIBKO.
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Kakue o61iye BEIBOABI MOXKHO U3 3TOT'O CAEIaTh?
Mo>KHO cKa3aTh, UYTO paclpoCcTpaHeHUe TajlacCeMUU
OBLIO 1 OCTaeTCs MPo06IeMO IS 3/J0pOBbs HaceeHUs
MHOTUX CTPaH, YTO CKPUHUHT HOCUTENIEH CIUTAETCS
MTOAXOASAIINM UHCTPYMEHTOM JJIsl TIPeAYTIpeXAeH s
pPOXK/IeHUA OOJIBbHBIX IeTel, U YTO STUIECKUH acleKT U
KYJIbTypa HaceJeHUs SIBJIAI0TCS VIaBHBIM MPEATCTBU-
eM, KOTOpOe CAaHUTaPHbIE CIYKOBI JOJIXKHBI ITPEO0JIETh
JUTST paclipocTpaHeHUss MTHPOPMAIIMHU U UCITOJIb30BaHUS
TecTa. Jlaxke TaM, I/ie TeECTUPOBaHMe He ObLIO IPUHY/IU-
TeJbHBIM, sIBKA HaceJIeHUs ObUTa BRICOKOH, U YXKe 3TO
CIT0COOCTBOBAJIO CHIDKEHUIO 3a001eBaeMOCTH, a Ha Ku-
TIpe ¥ B HEKOTOPBIX peruoHax Mtaanuu 3a601eBaeMoCTh
ObLTa MPAaKTUYECKU CBeZIeHa K HYJIIO.

TecTrpoBaHMe HOCHUTENEl TalacCeEMUU SKOHOMMU-
YEeCKU BBITOJIHO, TIOTOMY YTO JiedeHre 60e3HU CTOUT
HaMHOTO IOpO’Ke. B TO ke BpeMsi IIpOrpaMMBI TI0 YCTpa-
HEHUIO 060JIe3HU ITOKA3aJIH, YTO TeHETUYECKUM CKPUHUHT
He MOXXET OBITh OT/IeJIEH OT BaYKHOUM pabOTHI, 3aK/TI0Ya-
folelicss B *HGOPMUPOBAHUY U B TIPOCBEIEHUH, U €TO
ycIteX MaKCUMaJIbHO 3aBUCHUT OT KYJIbTYPHBIX aCIIEKTOB
1 OT NIyOOKUX YOeXKeHUH 0 BoIlpocaM Opaka, BbIOO-
pa mapTHepa, IpooJbKeHus poga. Ha gese mporpamma
CKPUHHHTA HOCUTENEeH reHeTUUYeCKUX 3a00eBaHUM
CErOo/IHs HEOT/IETMMA OT BO3MOYKHOCTEH IpeHaTaIbHON
Y TIpeABIMIUIAaHTAIIMOHHON AUAaTHOCTUKY TIPU UCKYC-
CTBEHHOM OIUTOJOTBOPEHUU.
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KpaiiHe BaXkHBIM paKTOpoM B 60pbOe ¢ 60JIE3HBIO
ABJIAETCS NOMUTHYECKas moAgepkka. CTOMMOCTD aHa-
JIM3a TeHeTUYECKOro TeCTa HeOOXOAUMO YMEHBIIUTb,
IPOrpaMMBI IO TPOCBENEHUIO ¥ UHPOPMUPOBAHUIO
JIOJDKHBI CTOUTB JOPOXKE U TIOJI€PXKUBATHCSA B aKTyalb-
HOM COCTOSTHUH, ZJa’Ke KOT/la BOCIIPUATHE OOJIE3HU Ha-
celleHreM OyZieT HUBEJIMPOBAHO B PE3YJIbTaTe CBEAECHUS
KOJTIYeCTBa OOJIBHBIX K HyJTI0. ECTh U IpyTHe TPyAHOCTH,
IJIaBHAs U3 KOTOPBIX — 3TO «dTHUYECKAs» OPUEHTALIHS
reHeTn4Yeckoro Tecta. Ho 3To oueHb miy6oKuii Bormpoc,
K KOTOPOMY MBI ellje BEpHEMCS.

JItobast 601e3Hb TPUOOPETAET «COIMATBHBIN BEC» TTO
Mepe TOTr0, KaK CTAaHOBUTCA 3aMeTHOMU. VccmezoBarenn
TaJacCceMUH I0JDKHBI ObLTH cZleTaTh ee TakoBoi. [loaBoz-
Hasf 4acTh alicbepra reHeTH4YeCKUX 3a60IeBaHU — 3TO
HOCHUTEJIN: 3/I0POBBIE JIFOAU, KOTOPBIE, CAMH TOTO He 3Haf,
nepesaloT U3MEeHEeHHbIe I'eHBbl, a Te, B CBOIO O4Yepeb,
COEJIMHAIOTCA C MyTHPOBABIINMU I'eHaMHU IPYTOro He
ZIOTaIbIBAIOIIErocss 06 3TOM ITapTHepa U CTAHOBATCA IIPU-
YUHOU pOXKAeHUs1 60bHOTO pebeHka. ClioBa O TOM, 4TO Y
HEKOTOPBIX HapOZIOB OWH pebeHok u3 2500 poxkgaeTcs
C MYKOBUCIIH/IO30M, He ITopakaeT Hallle CO3HAHUeE TaK,
KaK 3TO [IPOUCXOJUT, ECJIU PeYb UZET O TOM, YTO K XK/bIH
25-1 3/I0pOBBIY YeIOBEK ABJIAETCS HOCUTENIEM MyTHPO-
BAHHOTI'O T'eHa, KOTOPBIY MOXKeT IlepeZiaTh 3aboeBaHue.
Jlaxke ecnu ¢ KOMMYECTBEHHON TOYKU 3pEeHUA ITH JBa
yTBEPXKZEHNS PaBHO3HAYHEL. 3alauell 6aKTepHOoIOTrOB
ABJIAETCA OOHapy)XeHHe UCTOYHMKa OaKTepHrii, LIeIbIo
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FeHEeTHUKOB OBbLIO M OCTAETCA BBHIABJIEHNE HOCUTEJIEH.
Posb noesgku CunbBecTpoHU U Vbl BBAHKO B ZIeBbTY
peku I1o, KaMnaHui 10 UAeHTUPUKAIIMY HOCUTEIeH Ha
CapauHuy 1 Ha Kunpe, CKpUHUHTOBBIX IIPOTPaMM JJId
HaceJIeHUs Pa3HbIX CTPaH, KOTOpPble Mbl PACCMOTPUM
0COOEHHO MOAPOOHO B CBSA3U C MX 3HAYEHHEM HE TOJIBKO
JU11 METUITVHBL, HO U /IJIST aHTPOIIOJIOTHUH, 3aK/II04aach
B TOM, YTOOBI TTOKA3aTh MOABOAHYIO YacTh aicbepra.
Camo reHetudeckoe 3abojeBaHUE OCTAETCA JOBOJIBHO
PEAKUM sIBJIEHWEM, HO OOHapyKeHHe HOCUTEIS CHIIBHO
YBEJIMUMBAET ero CollaIbHyIo Harpy3ky. Kamnanuu no
TIOUCKY HOCUTEJIEU BBITIOTHAIN HECKOJbKO QYHKIIUH,
IIOMUMO YBeIOMJIEHUA UHAWBUZA WU ITapbl, OCHOBHAs
13 KOTOPHIX — B3BOJIHOBATh 00IIIeCTBEHHOE MHEHHUE U,
Kak cJie/ICTBUe, ToUTHYeckre Kpyru. Ho B pe3ynbraTe
MIOJTyYHJICS CUHAPOM OTKPBITOr0 MOps. Korzia Bce y3Hanu
00 3TOM, 4UTO ZeaTh Aajbine? Hayka v TeXHUKa pa3pa-
60Tai THCTPYMEHTHI, 6y1aroziapsi KOTOPBIM CTaJIo BO3-
MOXKHBIM OOHAPYKUBaTh HOCUTEIEH, BBIBIATD OOTBHBIX
JeTeli ele B yTpobe MaTepH, BMEIIUBATHCSA B IIPOIECC
6epeMeHHOCTH, YTOOBI N30eKaTh UMILIAHTAIIUU TTOpa-
*KEHHOT0 60JIe3HbI0 SMOpHOHA. 3aTeM ITpobyieMa MeHsAeT
CBOU xapakTep. Mepsl MpoPpUIAKTUKH, UX OI[eHKA U
MIpUMEHEHNE CTAHOBATCS BBIOOPOM, 00YC/IOBIEHHBIM
C COIIMAJIbHOM, 3TUYECKOU, PeJIUTMO3HOM, SKOHOMUYE-
CKOM, TO eCTh aHTPOTIOJIOTUYECKON TOYKY 3peHus. KTo
MOXKET U KTO IOJDKEH IIPUHUMATh pelieHua? UHagusug,
mapa, oburectBo? IlpoduaakTuKa TamracCeEMUU U TeX-
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HOJIOTMYeCKUH ITporpecc MOCTaBWIU BOIIPOCH MOpaIn
1 9TUKU. JII060H 9KOHOMUYECKUH aHa/IN3 TOBOPUT B
0JIb3Yy NMpOoPMIaKTUKU Tanaccemuu. Ho mpobiema He
B 9TOM. CerofiHs CTajo fCHO, HACKOJIbKO OOJIbITUMU
npobeMamMy ABIAIOTCA PEJUTUO3HbIN, STHUYECKUN 1
KY/IbTYPHBI! aCTeKTHI A1 IPOPUIAKTUKY FeHeTUYeCKUX
3ab0eBaHU.

WTanusi, KoTopas Havasa pemniaTh npobieMy ycTpa-
HEHUs reHeTUIEeCKOT0 3a00JIeBaHNs Yepe3 COLMATbHYTO
popUIaKTHKY, ellle Obl1a 6eIHOM CTPaHOM, C OTCTaNION
SKOHOMUKOMW Y HAYKOMU, IMOcJIe ABYX pa3pyIIUTEIbHBIX
BOWH, C Mpeo6IaIalonM U CHJIbHBIM BIUSTHUEM KaTo-
JIUIT3Ma. 3/1eCh MTOJIE3HO OIIEHUTDH POJIb KATOJUYECKOU
IIEPKBU, TTOCKOJIbKY MPOPWIAKTUKA e HETUYECKOTO
3ab0y1eBaHMA O3HAYAET BMEIIATENBCTBO B BOIIPOCHI TIPO-
JIOJDKEHUS poZia, BBIOOP MEXAY OTKAa30M OT POXKEHUS
JleTell U IpeHaTaJlbHOM UarHOCTUKOM € MOC/IeIyIOTM
BEPOSATHBIM abopToM. [103Ke TTOSBUTCA BO3MOKHOCTD
HMCKYCCTBEHHOTO OIUIOZOTBOPEHUS U MPeAbIMIUIaHTa-
IIMOHHOM JMarHOCTHUKMU.

OTHollleHNe peJUTMO3HbBIX BlacTell U peIMruio3Hoe
MBbIIIIEHNE B IIeJIOM OKa3al CBoe BIUAHNE Ha 60pb-
Oy c reHeTHYeCKUMU 3a60/IeBaHUAMH, C TajacceMuei
Ha rpeKo-TpaBociaaBHON yacTu Kumpa u B 6osbiieit
YacTy UCIaMCKOTO MUpa, HO ZlaBaiiTe IOCMOTPUM, KaK
OpTO/IOKCAJIbHbIEe €Bpey c/iesIaii CBOM BBIOOD B MOJIb3Y
ycrpaHeHus 6ose3nu Tes — Cakca.
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Vcropus Tanaccemuu B ViTanuy pasBuBajach B yCJo-
BUAX CTPaHBbI, TO3UIHAA KOTOPOU COCTOSIa HE TOJIBKO B
OTKPBITHH F'eHeTUYECKUX 3a00IeBaHUM, HO U B TIOTIBITKE
pelleHus IeTMKOM ITpo0JIeEMbI BOCITPOU3BEAEHUS PoJa
YeJI0BeYeCKOoro, YToOBI He TolaraThCsl Ha HEOTBPATH-
MYIO CyZABOY Wi BoXKbIo BOJIIO, @ UMETH BO3MOYXHOCTD
cieslaTh OCO3HAHHBIM BBIOOpP. U BCce CBEPIIMIOCH: OT
CMeHBI IPUBBIYEK [0 POJIU KEHIIWHBI B MPUHATUU pe-
IIeHUA O MaTepUHCTBe. VicTopusa pa3BopaynBaiach OT
SHIUKIUKY Casti connubii (1aT. «O 1eI0MypeHHOCTU
6paka») marsl ITusa XI 1930 roga v 10 MOCTaHOBJIEHUS
EBpometickoro cyza B CtpacOypre mo zgeny «Kocta
u IlaBan» B 2012 rogy.

Kak momeHsmacek ObI KapTHUHA, eCaIy OBl TajacceMus
13 60JIe3HY, IPHUBOAAIIEN K CKOPOIIOCTIKHOM CMEPTH,
KaKo} oHa ObL1a, MpeBpaTuiIach OBl B yCIOBUE XKU3HY,
KOTOpasi MOXKeT NMPoAIUThCs 6osee 40-50 sieT? Kak BbI-
60p MHAVBU/IA, TTAPHI WIV CAHUTAPHOU ITOJIUTUKY MOT OBl
MOBJIMATH HA TOT (HAKT, YTO CETrOJHA TalacceMus MOXKeT
OBITH BbUIEYEHA [TepecaZIkoil KocTHOro Mo3ra? I1biTasich
peluTh IpobIeMy PoCTa pecypcoB, HEOOXOAUMBIX /IS
1eJier 3/ipaBOOXPaHeHnA, Mbl JODKHBI 3a4aTbCA BO-
IIpOCOM, He OyzieT i mporpaMMa NpoUIaKTUKU UATH
Bpa3pes C MporpaMMoi nozaAepku 6onbHoro. Eciu B
ciydae ¢ THPeKIIMOHHBIMU 3a60/IeBaHUAMMY ITporpaMma
BaKIIMHAIIMY Bcerza 6osiee mpeJnoYyTUTeNbHA, YeM IIPO-
rpamMmMa JieueHUs, TO JJIA TeHeTUYeCKUX 3a00IeBaHmi
JJAHHBIM BapUAHT COBEPIIEHHO He ABJIAETCA OYeBUAHBIM.
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OTO BOIIPOCHI, K KOTOPBIM MBI JIOJIXKHEI OyZileM BepHYTh-
s, IOTOMY 4TO, OyZy4u BIlepBble TOCTABJIEHHBIMU B
OTHOILIEHUHU TaJacCeMUH, OHU aKTyaJbHBI J BCEeX
reHeTHUYeCcKUX 3a00IeBaHUM.

«CunbHO BypeT Ha 3eMe cems ero;
poJ NpaBbix 6GN1arocNoBUTCAY

Ota crpouka u3 [lcantbipu (112:2) ucTopruecku umeeT
oTHoIlleHue K 6oseauu Tes — Cakca, MeHee pacipo-
CTPaHEHHOM, YeM TaJlacCeEMMUs, OZHAKOOHA 0COOEHHO
YacTo BCTpedyaeTca y eBpeeB-alllKeHa30B, KaK/bli
30-11 U3 KOTOPBIX — HOCUTEJb. Y BCeX JPYTUX Hapo-
ZIOB DTa MaTOJIOI'MA JOBOJIBHO pPe/iKa, U HOCUTEIN TaM
BcTpevatoTcsa B mpornopuuu 1 k 300. Takum o6pasom,
HEYJUBUTENbHO, YTO BIIEPBbIE 3Ty OOJIE3Hb OMUCAI
okynuct us CoeguHeHHBbIX [IITaTOB YoppeH Teli B 1881
rozy, a 3ateM HeBpoJsioT bepHapza Cakc, 0OHapy>XKuB
ee UMEeHHO y JleTell eBpeeB-alikeHa30B. DddeKT 3ToM
00J1e3HY pa3pyuInTeIeH, OHA TOPaYKAeT I71a3a U BBI3bI-
BaeT IIPOTPeCcCHBHOE pa3pyllieHNe HepBHOMN CUCTEMBI C
MIePBBIX MeCAIeB )KU3HU, B OOJBIIMHCTBE CTy4aeB MpU-
BOZIST K CKOPOTIOCTIDKHOM cMepTHu. brosorus 6o1e3Hu
CeroZHsA XOpOoIIO M3y4dyeHa. VI3BeCTHBI ydyacTByoOLIUe
OMOXMMUYECKIE MEXaHU3MBbI U BHIIBJIEHBI BBI3BIBAIOIIHE
ee reHetnu4yeckre mytauuu. C 1970-x rozioB CyleCcTByeT
TeCT I ee IUarHOCTUPOBAaHYsA, OH OCHOBBIBAETCS Ha U3-
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MepeHUY aKTUBHOCTHU OZHOT'0 S9H3KUMa (TeKCO30aMUHU-
nasel A, HEX-A), oTCyTCTBHE KOTOPOTO IIPOBOIIUPYET
6071e3Hb, TPENATCTBYA GHU3UOJIOTUUYECKOH YTUIN3ALIUT
OZIHOU CJIOXKHOU TI0 COCTaBY MOJIEKYJ/IbI, KOTOPasi, TAKUM
00pa3om, HaKaIUTUBAETCS B OPraHU3Me U IPOBOIUPYET
paspyuuTenabHble npoueccel. bone3dnp Tea — Cakca
ObLIa MEPBOM, KOTOPOM MPUCBOWIM CTATyC «O0JE€3HU
HaKOIUIeHUsI». BellecTBa, 0OBIYHO ITPUCYTCTBYIOIIHE
B KJIETKaX U BBIMOJHSIOIINE BAXXHYIO GU3UOIOTHYe-
CKYI0 QYHKIIMIO, HAKATUIMBAIOTCH, €CJIU PETYISIPHO He
YTUWIN3UPYIOTCA [JId NIOAAep>KaHUA UZiealbHOTO YPOB-
HA. BBIAACHUB IpUpOAY OTBevaroleil 3a 3TOT Mpoliecc
MOJIEKYJIbL, y4Y€HBbIe CTAIU U3MEPATD €€ AeATEeNIbHOCTD,
9TOOBI TOCTABUTH JUATHO3; 3aTEM OHHU IEPEILTN K 13-
YUeHUIO eI TeIbHOCTU S9H3UMa, He0OX0AUMOTO /I ee
MeTaboU3alMHY; U, HAKOHEIl, TPUIIUTU K TeHEeTUYeCKOn
AVarHocTuke. /i1 UCTOPUM CKPUHUHTA OIIpezeid-
IOIUM OBbUI TOT GAKT, YTO SH3UMHBINA TECT MTO3BOJIMII
BBIABJISATh HOCUTEJIEN. B TO BpeMsi Kak y 60JIbHOT'O 3TOT
SH3UM OTCYTCTBYET, y HOCUTeel ero GyHKIIUA CUIBHO
OrpaHHYeHa, HO He HACTOJIbKO, YTOOBI IEMOHCTPUPOBATh
cuMInToMbI. JlaHHasA 60JIe3Hb UMEET PEIECCUBHBIN Xa-
pakTep. DTO 3HAYUT, YTO €CJTU 00a POAUTEIST — HOCUTENN
MYTaHTHOT'O I'€Ha, TO B K&KJI0M 4YEeTBEPTOM C/Iydae y HUX
OyzeT 60bHOM peOEeHOK, U 3TOT PHUCK TPUCYTCTBYET ITPU
Ka)k/Ioll 6epeMeHHOCTH.

Maiikiny Kabaky, ToXXe eBpero-alllKeHa3y, a TIOTOMY
HePaBHOAYIIHOMY K IpobjieMe, TPUHAAJIEKUT Ues
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pa3pabOTKU TecTa, KOTOPBIH MTO3BOJII ObI PACIIUPUTH
IIOMCK HocuTesel 6oe3nu Tes — Cakca Ha Bce Hacejle-
HUe, TTepel/isa, TaKuM 00pa3oM, OT aHa/IN3a, KOTOPHIH
OBLT OTpaHUYEH TEM, YTO MOT OBITh IIPOBEEH TOJIHKO
C OZTHUM Y€JIOBEKOM WM OTHOBPEMEHHO C HEOOIBIIINM
KOJTUYECTBOM TECTHUPYEMBIX, K CAMOMY HACTOSAIIEMY
CKPUHUHTY. DTO MMO3BOJIWIO IMOABEPTHYTh TECTUPOBA-
HUIO BCEX eBpeeB-allkeHas3oB B CoequHeHHbIX [llTaTax,
a 3aTeM IPEeJIOKUTD HUCIIOJb30BAaHHE TOTO METOa
Ha COTHSX THICSY YeJoBeK BO BceM Mupe. Llenbio ze-
ATEbHOCTH YYEHOT'0 OBUIO MPEATOKUTh MHCTPYMEHT,
KOTOPBIM MOT OBl TOMOYb B MPOPUIAKTHUKE ITOTO 3a-
6osieBaHUA>’. [IpeUMyIIeCTBOM IIPOTPaMMbI IPOGHU-
JnaKTuku 6ose3Hu Tes — Cakca ObLIO pa3rpaHUYEHUE
HaceJIeHUs, KOTOpOMY Tipearasics TecT. [I[ppuopurer
oTZaBaJicAd eBpesiM-alllkeHa3aM, HaceaaBmuM CeBep-
HYI0 AMepUKY, ¥ IPYTUM MaJbIM HapoZaMm, ¥ KOTOPBIX
aTa OoJIe3Hb BCTpedaeTcsa 4acTo: GpaHKOKaHAAIAM
U kagkyHaM. [To mHeHUI0 camoro Kabaka, 3To ObLI
MIePBBIM ATHUYECKU OPUEHTUPOBAHHBIN reHeTUYeCKU
CKpUHUHT. [IepBbI KCIIEPUMEHT «B IOJIEBBIX yCJIO-
BUSAX» OBUT TIpOBeZIeH B cuHarore ber-Oib B beTecze,
mrraT MapuneHz, B 1971 roay, rae 6omee 1800 yemoBek
MPOIIUTA TECTUPOBAaHUE. DTO OBLI yCIIEX C TOYKU 3PEHUS
SIBKW 1 Pe3yJbTaTOB, KOTOPBIM ITO3BOJIUI OYe€Hb CKOPO
MTOBTOPUTD OIBIT B IPYTUX €BPEHCKUX KOHTPEraiu-
sx. [lepBble pe3y/nbTaThl CKPUHUHTA, TPOBEAEHHOTO C
ydactrem 7000 yeoBeK, MMO3BOJUIN BbIIBUTH OoJiee
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200 "HocuTenelt u 11 map B rpymnmne pucka®. Brnociez-
ctBuUM /[3B1/ PUMOUH, KPYITHBIN IPEe/ICTaBUTENb aMepU-
KaHCKOM MeZUIIMHCKOM reHeTUKHU, cBsA3asica ¢ Kabakom,
yTOOBI HayaTh B KanmupopHuu neppyto B CoeAMHEHHBIX
[lTatax mporpaMmMy CKPUHUHIA Ha rocylapCTBEHHOMN
ocHoBe (1973), KoTopas umesa ObICTPHIN U 3HAYUMBIH
3¢ dekT, 3a KOPOTKOE BpeMsI COKpATUB OoJiee 4eM Ha
90% xosdecTBO ciydaeB 3aboseBaHus Tess — Cakca y
eBpeeB-alllkeHa30B. [IporpaMma CKpUHMHTA HOCHUTe el
6osie3nm Tess — Cakca pa3pociiach 10 MUPOBBIX MaCIIITa-
60B, OXBaTHB Pa3JIMIHBIE COOOIIECTBA eBPEEB-alIKeHA-
30B (1 He ToJMbKO eBpeeB). B 1992 roay 6butu 06¢1esio-
BaHbI O0JIee MIWIUTHOHA Y€JI0BEK U AEHTUUIIUPOBAHBI
6osee 36 000 HocuTeneli u 1056 map B rpyIime pucka.
B Coeaunennsbix lllTaTax nporpaMMa CKpUHHHIA Me-
Hee YeM 3a JIeCAThH JIET CITIOCOOCTBOBAIa COKpAIeHUIO
cJIydaeB MOSIBIIEHUA HOBBIX O00bHBIX Ha 90%.

Ycrex TeCcTUPOBAaHUSA MOCPEACTBOM CKPUHUHTA 3a-
BUCUT OT MHOTUX GaKTOPOB, KaK MBI )K€ YBU/ETU B
crydae ¢ TanmacceMuei. CynecTBYIOT TeXHUYECKUE
acIeKThl, TaKHe Kak pa3paboTKa IPOCTOTO, AelIeBO-
ro, IOBTOPSIEMOTO TECTa, IPUMEHUMOT0 K 6OIbIIOMY
YHCcy 06pasuoB U CIOCOOHOTO MAeHTUPUITUPOBATD
MIOYTHU Bce caydau 6e3 60JbIIOTO KOJUYECTBA MOJIO-
’KUTETBHBIX WIN OTPHULIATEeNbHbIX OmN60K. Ho ycrmex
pPOrpaMMBbI 3aBUCHUT TaKXKe U OT TOT'O, HACKOJbKO OHA
NpPUHUMAaEeTCs HaceJleHueM, Ha KOTOPOe HalpaBJieH.
B cirydae ¢ TasacceMuei MbI OITKCATH, KaK IPUMeHS-
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JIUCh 00s13aTeIbHBIE U TTOYTH 00sI3aTeTbHbIE CTPATEruU
Ha Kumpe Wiy B MyCyJIbMaHCKUX CTpaHaX C BHICOKOU
yacToToi 3abosieBaeMocTH (0bs13aTebHOE I00pavyHOe
uccrenosanue). Ho B tanuu obs3aTenbHadA YIN ITIOYTH
obs13aTeibHasA MO/ENb ObLIa OBl HEITPUEMIIEMA; U BCE XKE
OBUTH TTOJTyYEHBI BHICOKHE PE3Y/IbTaThI JIUIID B YCIOBUSIX
aKTUBHOTO TIPE/IJIOXKEHHUS TeCTa B SHeMUYeCKUX 30HaX.
Ycnex ckpuHuHTa Hocutena 6one3nu Tea — Cakca
B ceBepoaMepHUKaHCKOM eBpelCKOM CcOoO0OIecTBe He
OBLT rapaHTUPOBAH anpuopu. [ToaToMy 371eCh BaXKHO
OTZaBaTh OTYET B 0COOOM YCTPOUCTBE UYAEHCKUX rac-
MIOp, OPTAaHU30BAHHBIX B KOHT'PEraluy WK JIOKAJbHBIE
OOIIMHBI, KOTOPBIE ABJISIOTCS PEUTHO3HBIMU U KYJIb-
TYPHBIMU IIEHTPaMHU; 4YaCTO B HUX UMEIOTCS IIKOJIBI,
BKJIFOYEHHBIE B O0Jiee OOIIUpHBIe 0O0pa3oBaTeIbHbBIE
CUCTEMBI, HO ¢ uyZiefickoi crelinpUuKoit. DTU KOHrpera-
I aBTOHOMHBI M MOTYT JKUTb efiepasbHbIM CTPOEM,
V HUX eCTh IyXOBHBIE IVIaBbl — PaBBUHBI, KOTOPHIE pac-
MIPOCTPaHSIOT MHPOPMAIIMOHHbBIE MaTepUAJIbl, TA3€THI,
cBeZleHUs. PacripocTpaHeHre CKPUHUHTA HOCUTEA
60se3HUu Tess — Cakca BO MHOI'OM 005I3aHO 3THM Ka-
HaslaM. DTO XOPOIINH MpUMep OOI[MHHON TeHEeTUKH,
nogyepkuBaeT caM Kabak, a 3a HUM UCTOPUKH U COLIUO-
JIOTU MeZULIVHEL, Takue Kak Pyt IlIBapir KoysH, ABuaz
Pa1r, Bapb6apa I[Tpautcak u /lxxvn Curest. B To BpeMs Kak
COIIMOJIOTH CIIOPST IO ITOBOZY TOT'O, YTO TaKOe OOIIMHA,
porpamMMa NoJryduia MoAJAEeP:KKY U pa3BUTHe byaroja-
ps TpyIIIIaM, KOTOpbIe ce6s1 UMEHHO TaK UAeHTUDUITU-
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POBAJIM U KOTOPBIE ITPU3HABAJIM CyllleCTBOBAaHME O01Iei
npo6emsl. [lepBble CKPUHUHTY OBLTH IIPOBEAEHBI B
CHHAarorax, MecTax OCyIleCTBIeHUA Ky/IbTa, TO eCThb IIpU
aKTUBHOM Y4aCTUU PeIUTUO3HbIX VIaB. [Ipomarangoi
3aHMMaJMCh eBpeu, IpUHa/IeKaBIIie K KOHrperamu-
AM, MeIUKU-KOHCYJIbTAaHThI OBUIN €BpesMU, CPe/CTBA,
HeOoOXOZMMBIE /1T OPTaHU3aINK U JIabOPaTOPHBIX UC-
CJIeTOBaHUM, COOUPATMCh BHYTPU €BPEUCKOM OOIIUHEI.
Bo3moxxHO, ITpeobajany Takue siBJIeHUsA, KaK 4YeTKOe
MOHSATHE O O0JIe3HU B aMEPUKAHCKOH OOIIWHE eBpe-
eB-allIKeHa30B, J0BOJIbHO BBICOKUM COLIMATbHO-KYJIb-
TYPHBIN YPOBEHb, BO3MOXKHO, ZJaKe HaJudue O0JIbIIoro
KOJIMYeCTBa Bpavel, HAMHOTO OOJIbIIlEe, YEM Y APYTHUX
HaIMOHA/JIbHBIX MeHbITMHCTB B CoeZiHeHHBIX [IITaTax.
Pyt KoyaH fake nogepkuBaja ujero Toro, YTo TaKou
OTKJIUK €BpeeB Ha MPOrpaMMy I'eHETUYeCKOTO CKPU-
HUHTAa CoZlepiKaJsl 3JleMeHT BbI30Ba HaIlMCTCKOU eBre-
HUKe U ABJIAJICA aClIeKTOM «I[IPOHATATbHOMN» eBpPeHCKON
KyJIbTYPHl («IUIOJUTECh U Pa3MHOXXAUTECh»), IOTOMY
YTO B UTOT'€ CKpUHUHT HOcuTesA 6one3nn Tes — Cakca
okasan 3¢ dekT (kak Ha Kumpe B crydae ¢ TamacceMuein)
OCBOOOXKZIEHUS OT CTpaxXa POAUTH OOJBLHOIO pebeHKa,
00yCJIOBUB POCT POXKAAEMOCTH JaXKe B TEX CEMbSX, T/Ie
o6a poguTensa 6pUIN HOCUTeNAMU. [lepBasg MupoBas
OIleHKa 3TOU MporpaMMBbl pacrojaraia g aHaau3a
JaHHBIMHU 10 1988 roza.

TTocsie mpoBeieHYs 60JIee MIWUTMOHA TECTOB B PA3HBIX
cTpaHax ObUTO BhIABIEHO Oosee 48 000 HocHTeTeH U TT0Y-



90 [bABONbCKNIA TeH

tH 600 I10710B, TOpaXeHHBIX 60s1e3HbI0. Ho 6arogaps
CKPUHUHTY pozawiock 6osee 2000 30pOBBIX €TEMH OT
nap-HOCUTesel, KOTOphle, BO3MOKHO, HUKOT/IA He YBU-
Zieny 6bI 6€JI0T0 CBETA MOCJIE IEPBOTO OIBITA POAUTENIEH,
MePEXXUBIINX TPareJuio CMepPTH pebeHKa B IIEPBHIE XKe
rOoZIbl )KM3HM, Pa3pylIeHHOM 6ose3Hbi0. KoysH cuunTaer,
YTO BAXKHO YYUTHIBATb UMEHHO 3TOT aCIIeKT, a He KOJIU-
4ecTBO aOOPTOB M3-3a OOJIBHOTO IIOAA.

Ho oburvHHas reHeTnka 6ose3nu Tes — Cakca Ha
3TOM He 3aKaHuMBaeTcs. /layke B aMepUKaHCKUX UYZeH-
CKHUX KpyTaX ObLIa HEPEIUTENbHOCTD, U OBLIU MTBUIKHE
PEJIUTUO3HBIE U TOKTPUHEPCKUE 1€6aThl O BO3MOKHO-
CTHU ¥ 3aKOHHOCTH IIPOBOZAUTH TECTUPOBAHNE METOOM
ckpuHuHra. Ecam, 61arozaps kaMImaHuu MpopuIakTh-
KM, KOJIMYECTBO CIy4aeB 3a00/1eBA€EMOCTH B €EBPEHCKUX
00IIMHAX, TPUCOEIUHUBIINXCA K ITPOTpaMMe, ObICTPO
CHU3WJIOCH, TO 9TOTO HeJb3sd CKa3aTh PO yIbTPAOP-
TOJOKCAJIbHbIE TPYIINBI €BPEEB, KOTOPHIE HE OBEPSIIU
CBETCKOU MeINIIMHE U He TTPU3HABaIN aOOPTOB, BJISAB-
IIMXCS Ha TOT MOMEHT eIMHCTBEHHOU JOCTYITHOM MepOA.
B 3TOl CBA3M HEOOXOAMMO YIIOMSAHYTH ITOKa3aTENbHYIO
MICTOPHIO IporpaMMel «Jlop Memapum» (wu «Zop He-
IIIOPUM», COTJIACHO alTKEHAa3CKOMY IIPOU3HOUIEHUIO),
Ybe Ha3BaHUE MPOUCXOUT OT TcasMa 112 u o3HavYaeT
«pOZi IPaBbIX» («... 6JIAaTOCTIOBUTCS»), CCBLIASICH, TAKUM
o6pa3oM, Ha 0T HbIHE XUBYIIUX TOKOJIEHUH repes
OyAyIIMMU, YTO SABJISIETCS HEMAJOBAKHBIM 3TUYECKUM
aCTIEKTOM.
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Cerozusa «/Jlop Memapum» — 3To IporpamMma, Ko-
TOpasi CTaBUT Iepes coO0M 1[e/b YCTPAHUTD P, TA-
»KeJIBIX TeEHETUYECKUX 3a060/ieBaHNMi, 0COOEHHO YacTO
BCTpevarIuxcsa y eBpees. [IporpamMMa mosiBuIach
B YJIBTPAOPTO/IOKCANbHOM cpe/ie eBpeeB CoeZIMHEHHBIX
[lITaToB AMepukU U B V3pause 1 cHadasa uMmesa 4erT-
KYI0 uzero 60pn0sI ¢ 6oe3Hbio Tess — Cakca. Y paBBU-
Ha DKIITelHa, OZHOTO U3 PYKOBOAUTENEH OOIINHEI, B
KOTOPOIi 3apoauiack «Jlop Memapum», u3-3a 60/1e3HU
Tesa — Caxkca yMmepJio yeTBepo JeTeil. HeBbIHOCMMas
ayiieBHasi 60Jib, KOTOPYIO OH UCIBITBIBAJ, IPUBEIa
€ro K MBICJIK O TOM, YTO HeOOXOAMMO TPUHATH TUYHOE
ydacTHe B 60pbb6e ¢ 60s1e3Hbi0. He 0106psis mepcriek-
TUBY IpeHaTaJIbHOM AMAarHOCTUKHU, B TO BpeMs OTpaHU-
YeHHOU OJJHUM JIMIIb aMHUOILIEHTe30M, KOTOPBIM MOT
MOBJIeYb MMO3JHUU a60OPT, HEOMIYCTUMBIN IO UyAel-
CKMM KaHOHaM, DKIITEHH NMpuAyMas 00s3aTelbHyIO
cucteMy n00pavyHOU AuarHOCTUKU*!. [eHeTUYeCKU
TECT MpeAIarajcs A MPOX0XKAEHUA WieHaM T'PYIIIIHI,
HU/1e0JIOTUYECKU CUIBHO CIUIOYEHHBIM U MPUZep>KUBa-
IOIUMCS CTPOTHX IIPAaBWI B OTHOIIEHUU Opaka. Bce
COIO3BI ZIOJIKHBI TTOJIYIUTh OZI0OpeHUe TIaB OOIIUHEI,
IpeXx/ie 4YeM IPHUCTYIUTD K cBaZiebHOMY 00psazy. VITax,
nporpamma «Jlop Memapum» pesycMaTpyUBaeT, 9To
IJIaBBI OOIWH JOIKHBI TOTPEOOBATh OT BCEX CBOUX
aZIeTITOB MPOUTH TeHETUYECKOE TECTUPOBAHUE, YTOOBI
3HaTbh, ABJISIIOTCS JIU OHU HOCUTEIIMU O601e3Hu. OJHAKO
YYaCTHUKY TECTUPOBAHUS PE3Y/IBTATHI HE COOOIIAIOTCA.
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Byay1ye Moo03KeHbl ZI0JKHBI IIPOBEPUTD CBOIO I'eHe-
TUYECKYIO0 COBMECTUMOCTb, /JI 3TOTO UM IIpe/jlaraeTcs
KaK MOXXHO CKopee, U 00513aTe/JbHO /10 BCTYIUJIEHUS
B IIOJIOBbI€ OTHOIIEHUS, CBSA3aThCS C IYXOBHBIM IIeH-
TpoM. /laHHas mpoliegypa abCoMIOTHO aHOHUMHA, TIPU
ee TIPOX0XKJAEHUM JUIHOTO KOHTAKTa He MIPOUCXOUT.
Jlroasam mpucBauBaeTcs UAeHTUDUKAITMOHHBIN KOZ,
XpaHAUIMNICA y Y4aCTHUKOB IPOTPaMMBbI U LIeHTpaIu-
30BaHHO CBfI3aHHBIN C pe3y/lbTaTaMU reHeTUYeCKOIo
aHanu3a. [1apsl OKHBI COOOUIUTH 3TOT KO/ TI0 TeJie-
¢$OoHYy B yXOBHBIU IIeHTP U OXKUZAATh OTBeTa. Bee cie-
ZyeT »keJie3HOM MopasbHOI Joruke. «/lop Memapum»
HE XOYeT, YTOOBI KOTO-TO 3aKJIEHMUWIN WIN OTAETUIN
oT obIIecTBa: MO3TOMY HU OJJHOMY YEJIOBEKY HE CO-
ob1aeTcss ero COOCTBEHHBIN reHETUYECKUH eDeKT.
Eciu 06a MOTeHITMaTbHBIX MOJIOZOKEHA ABJISIOTCSA HO-
CUTEJIAMU FeHEeTUYEeCKUX MyTalui, TPOBOLMPYIOMINX
6ose3np Tea — Caxkca (mpaBza, cefiuac nmporpamMmma
BKJTIOYAET TAK)Ke U IpyTre 3a00eBaHus), TO OHU CAMU
U UX CEMbU ZIOJKHBI IOCTApaThCA CO3/aTh JPYTryIO
Mapy ¢ «COBMECTUMBIM» ITapTHEPOM. TakuM 06pa3om,
TEeCT He HallpaBJieH Ha OJHOTO YejioBeKa. JTO IeHe-
THUYeCKOe TeCTHPOBaHUE Maphl, KOTOPOE CIYXKUT He
11 THGOPMUPOBAHUA UHAWBHIA O €T0 COOCTBEHHOM
reHeTUYeCKOM COCTOSTHUH, a AJIA CTUMYJIHUPOBAHUA
eBreHHUCcTHYeCKUX OpakoB. Bapbapa [TpauHcak u JIKut
Cures Ha3Bajlu 3TO POXKJAEHUEM «T€HETUKH Iaphl»
C OYeBU/IHBIMY COLIMOJIOTUYECKUMU TTOCIeCTBUAMU 2.
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Hauarso geaTenbHocTu «Jlop Memapum» He 6BLI0
JIUIIIEHO TIPOTUBOPEYHA, TpOrpaMMa HeOJHOKPATHO ITO/I-
Beprajach KpUTHKe, B OCHOBHOM KacaloIlencs JMYHOTO
IpaBa JIMIa, TIOJBEPralolerocs reHeTUIECKOMY TECTY,
3HATh Pe3y/IbTaT aHa/IN3a U PellaTh, KaK PacopsoKaThCs
cBOeM XU3HbI0. O63aHHOCTD COOOIIATh FT€HETUIECKYTO
MH(OPMAIIUIO CETOHSA ABIAETCS IPUHITUIIOM, YCTaHOB-
JIEHHBIM BO MHOTHX CTpaHax, rzae ObUTo ObI HEBO3MOXKHO
BBITIOJTHATH TIOZI0OHBIE TECTHI 6€3 COOOIEHUS UX PE3YIb-
TaToB. COLMOJIOT B 06J1aCTH MEIULIMHBI, U3PAWIBTIHUH
Asuaz Par yripekai mporpammy «Jlop Memapum» B ToM,
YTO JIFOY TIO/IBEPTralOTCs PUCKY KIeHMeHUA, KOTOPOTO
OHa cTpeMuIach u3bexarb. B OTHOCUTETHPHO Y3KOM U
3aKPBITOM KPYTY HETPY/IHO ITOHATh, IIOYEMY HEKOTOPHBIE
TIapbl PACXOAATCS, UX UAEHTUPUITUPYIOT KaK HOCUTE e
reHeTruyeckux sabosieBanuii. Camo 1o cebe Hajau4ue
MYTUPOBAHHOTO reHa Y HOCUTEJIS IPUPaBHUBAETCA K
60Jie3HH, U BHYTPU HEOOJBbIIION OOIIUHEI PeYb UAET
MMEeHHO 0 KieliMeHnu. OOHapy)KeHHe OZJHOTO HOCUTEIS
HaKJIaZbIBaeT KJIEMMO Ha IIeJyI0 CeEMblo, TT0l03peBae-
MYIO B COKPBITHM 00JIe3HU, KOTOpasi paHO WJIH TIO3/HO,
KaK 3TO IIPOUCXOAUT C PEIECCUBHBIMU T'€HETUYECKUMU
3abosieBaHUSMU, MTPOSBUTCA. U 3TO oguH M3 Haubo-
Jiee TPEBOKHBIX aCIeKTOB FeHeTUYECKOTO0 CKPUHUHTA.
MHorye MOMHAT, YTO UMEHHO CTpax MoJob6HOTo poja
co3ziaBaJ OOJIbIITME TPYAHOCTH JJIT pPAaCIIPOCTPaHEHUS
CKPUHWHTA TaJlaCCEMUHU B ITAKUCTAHCKOM O0IHHE B AH-
K. YeloBeK, WeHTUGUIIMPOBAHHBIN KaK «HOCUTEb»,
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CUMTAJICSA MMPAKTUIECKU OOJBbHBIM, U €My OBLIO OUYeHb
TPYZAHO HaWTH cebe mapy.

OmmIT «/lop Mermapym» cTaBUT MpobieMy KyIbTypHO-
r'O MPEeBOCXOZCTBA IPYIIIBI HAZ IPAaBOM MHAWBUAYyMa
3HaTh O cebe. I'pymma pemmia ycTpaHUTh O0JIe3Hb U ITPU-
ZlymMaJjia CriocoOblI cZieJiaTh 3TO, He HAPYIIUB COOCTBEHHYIO
3TUYECKYIO JIOTUKY. YIeHBI TPYIITEI HE MOTYT TIO3BOJIUTh
HaHEeCTHU Bpe/] OyAyIeMy MOKOJIEHHIO. DTO BIIOJTHE B IyXe
TOT'0 aclieKTa 3TUKU €BpPeeB, KOTOPBIA MPUITHUCHIBAET
YeJIOBEKY POJIb B CO3JaHUU MUPA TIOCJIE TOr0, KaK eMy
OBUIO MOJIOXKEHO OOXKECTBEHHOE Havasio. YelloBeK UMeeT
MIpaBO TOJIb30BaThCA O6J1araMu, B €r0 BJIaCTH U3MEHUTh
MIPUPOZAY, YTOOBI M3bexkaTh 601e3HU. OTClo/a Ipeobia-
Jarlee 00beANHAIOIIEE STUIECKOE BUEHNUE, KOTOPOE
COCTOWT B CO37IaHUU OJIaTOMIPUATHBIX YCJIOBUH OYAyITUM
MTOKOJIEHUSIM, BIUIOTH ZI0 pa3pelleHusi, B HEKOTOPBIX
cry4dasx, abopta. [Io3ToMy reHeTHYECKHe TECTHI U BO3-
MOXXKHOCTb UX MCIIOJIb30BaHMUS /I OOIIET0 CKPUHUHTA
MHOT'0 0OCYXZa/INCh B JOKYMEHTAX 10 €BPENCKOM 3TH-
Ke, KaK MMPaBUIOo, C 000peHreM. 3HaHUE TOTO, YTO ThI
SABJISIENIBCS HOCHUTEIEM O60JIE3HU, KOTOPasi MOXKET OBITh
reHeTUYEeCKU MlepeiaHa, — 3TO YeCTHO C TOYKU 3pEeHUS
YeJIOBEYHOCTH, U HEOOXOAUMO 0053aTeIbHO COO0IIATh
3TU CBeJIEHUS YeOBEKY, COOUPAIOIEeMyCsl BCTYITUTh
B Opak*®. Jlaxke eciii OTBJIeYbCs OT peHOMeHa «Jlop
Memapum», CylecTByeT eBpeHCKUiA STUIeCKUii GyH-
JaMeHT, TPU3HAHHBI MHOTUMY PaBBUHAMU, XOTb U HE
YHUBEPCATbHBIHN, KOTOPBIH IPUCBANBAET YEIOBEYECKOMY
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CYII[ECTBY IIPAaBO BMENIUBAThCS B IPUPOAHbIE SBIEHUS,
BILIOTH /10 BO3MOXKHOCTH, B CTpPaxe Iepe/] OIacHOCThIO,
IpeZIOTBPATUTh PoXKJAeHue. EBpelickas TpaJullus He
MIPHUCBauBaeT IUIOAY 60XKECTBEHHOCTH YeJIOBEYECKOM
’KU3HU B TIEPBBIE HEZIEMU MOCe ero 3a4aTusd. Omiozao-
TBOpPEHHasI sTIeK/IeTKa B POOHPKe He MOXKET CIMTATHCS
YeI0BEUEeCKOM YKU3HbBIO /[0 TEX MOp, TOKa OHA He OyeT
pHHATa MaTKOM. [IpodriakTHKa TsyKeIoro 3abojieBa-
HUSA U laKe POXKJAEHUA TAKeTI000JbHOT0 pebeHKa He
TOJIbKO JIOIIYCTHMa, HO M, YECTHO TOBOPS, JKeJlaTeIbHa,
1 3TOTO HY»KHO aKTMBHO J06MBaThcs. B xozie AucKyccuii
OBLI cZie/IaH BBIBOJI, YTO HEOOXOAHUMO YUHUTHIBATh BO3PACT
Y YCJIOBUs, B KOTOPBIX JOJI’KEH BBITTOMHATHCA TecT. He
CJIMIIKOM FOHBIE — 3MOIIMOHAIBbHOCTDb MOJIOZBIX JIFOAEH
MoOIJIa HaBPeAUTh; He NpU 6epeMeHHOCTH, 38 UCKITIO-
YEeHUEM YCJIIOBUM, YIPOXKAIOIIUX 3[0POBbIO YKEHIIMHAEL.
Jlydiiie, eCIM 3TO 3peJible MOJIO/IbIE JIFOIU, CITOCOOHBIE
IIOHSATh 3HAYEeHUEe TeCTa U 3aJyMBIBAIOIIHECS O TOM,
YTOOBI CTATh POAUTEIMH.

37iech MBI BUJIMIM CYIlIeCTBEHHYIO Pa3HUILy B ITOXO0/e
10 CPaBHEHUIO, HAIIPUMep, C OOIIUHOUN aMUIlleH, KOTO-
pBIE TOXKE CTPAZIAIOT OT PsiZia FTeHETHYECKUX 3a00IeBaHUH
Y C KOTOPBIMU OBUIO ITPOBEIEHO MHOXKECTBO HCCIeloBa-
HUH. Ho aTHYecKuii BEIOOp aMulIeli — He BMEIIBaTbCS
B X0/l MUPO3/laHu.

OueHb 6OJIbIIYIO TOMYIAPHOCTD «Jlop Memapum»
HOJTYYWII B YIIBTPAOPTOAOKCAIBHON eBpeHCKOM O0IIIHE,
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Y co3ZjaHHasA u3-3a 6ose3Hu Tes — Cakca mporpaMmma
paciIvpuia CBoe JeicTBUe U Ha APyTHe reHeTUIecKue
3a00JIeBaHMsA, YaCTO BCTPEYAIOIINECS CPeI eBpeeB-alll-
KEeHa30B, KaK MOXXHO YBU/IETh Ha UX BeO-caiite. B Co-
earHeHHBIX IIITaTax MOABUINCH HOBble MHUIIMATH-
Bbl. KOHCOpPITUYM reHeTHYecKuX 3ab0/IeBaHUM eBpeeB
(Jewish Genetic Disease Consortium) crmoco6cTByeT
pacIpocTpaHeHUIO 3HAaHUM O TeHeTUYECKUX 3a00/1eBa-
HUAX, TOPaXKalol[UX eBpeeB Pa3HOTO MPOUCXOXKAEHUS,
U TIpejijlaraeT psiZl TECTOB JJis BBIABIEHUSA HOCUTENEH.
3aTeM TMOSBUIOCh MHOXECTBO APYTUX MPEeAI0OKEHUH,
HaIpaBJIeHHBIX Ha U3y4eHre U TPOGUIAaKTUKY TeHeTHYe-
CKUX 3a00JIeBaHU, TPe0bIaZIatolInX y €EBPEEB APYTOT0
MIPOUCXOXKAEeHUS, HAalIpUMep, Y UpaHCKuX eBpeeB. Cy-
IIECTBYET MHOT'O MECTHBIX MHUITUATUB, IIPe/Iaratoniux
reHeTUYeCcKoe TeCTHPOBAHUE Ha BbISBIIEHUE «€BPEHUCKUX
3aboJyieBaHU», HAIpUMep, KaK 3TO MPOUCXOAUT B Yu-
Karo, I7ie U3bICKUBAIOT GUHAHCOBYIO TOMOIIb, YTOOBI
cZiesiaTh TeCT OoJiee OCTYITHBIM.

BbU10 HEN36€eXXHBIM TO, YTO yCIeX MPpOoIaKTUKU
6ose3nu Tess — Cakca IOJTy4rI pe3oHaHC B V3pawe,
rZle paciupocTpaHeHle reHeTHYeCKUX TeCTOB HAIIlIOo
becripelieZIeHTHYIO JJIs1 BOCTOYHOTO MUpa IOAAEPXKKY
Y CTaJIO 3JIEMEHTOM CAHUTAPHOM IOJIUTUKU, TPOBOAU-
MOI MUHHCTEPCTBOM 37paBooxpaHeHuda. Ho faBaiite
yIIyOUMCs B aHAJIN3 IPOTPaMMBbI TPOGUIAKTUKY T'eHe-
TUYEeCKUX 3aboseBaHuii B Vi3pawe, npeaiaraeMoil He
TOJIbKO eBPelicKoMy HaceJIeHUIo, HO Y HallMOHA/IbHBIM
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MEHBIITUHCTBAM CTPaHbI, TAKUM KaK JIPy3bl WK Oeayu-
HBI, Y KOTOPBIX BCTPEYAIOTCS JOBOJIBHO CrelubruyecKre
regeTudeckue 3aboieBaHusd.

HoBebie conmosoru B 061acTy MeAUITUHBI* TTPO-
aHaMM3upoBaau «/lop Memapum», 4TO6E! TPOCTEAUTD
KYJIbTYpHBIE TIPUYUHBI, 00YCIOBUBIIINE TPUMEHEHUE
U ycrex mporpaMMbl. COBpeMeHHbIE COIMOJIOTH «00-
IIIUHHOW T€HETUKW», WIN «['€HOMUKH OOIIeCTBEHHOT'0
3/lpaBOOXpaHEHUsI», U3YIUIU OCOOEHHOCTH TIPEJIO-
’KEHWS TeHETUYECKUX TECTOB, UX IPUHATHS, CITOCOOOB
pacrpocTpaHeHUs HAYYHOTO 3HAHUS U TEXHUKU Te-
HETUKU, ToAYePKUBasi, HACKOJIbKO ONpeAeAIuMU
ABJIAIOTCSA KYJbTYPHBIE aCIeKThl OOIINH, Ha KOTOPHIE
HaIpaBJIEH TECT, IPOHATAJIBHOCTD, IPUHATHE abopTa
B CJTy4ae HeOOXOAMMOCTH, CTPYKTYpa CEMbU M SH/0Ta-
MU, POJIb )KeHIIIUHEI B cOlluyMe U ceMbe. [Ipumep «Zlop
Memapum» UMeeT CBOIO IIeHHOCTh. Peub uzieT 06 0ZHOM
reHeTUYeCKOM UCCIeIOBAHUU CaMOOTIPeIeIUBIIET0Cs
HacesleHUA. JJOMUHUPYIOIUMU 3/IeMeHTaMU ABJIAIOTCA
MIPUHA/JIEXXHOCTD K T'PYIIE, Ue0JOTUIYeCKasA U Peu-
TMO3Has CBA3b. [IporpaMMa sBJsIeTCS 00513aTebHOM,
HO BHYTPU I'PYIIIbI, KOTOpas IPHU3HAET HEKYIO CUCTEMY
MIpaBWI, U3 Hee, MPU JKeJTaHUU, MOXKHO BBIUTH. «Jlop
Memapum» — 3TO TOYKA IepeceuyeHts PeTUrHO3HbIX
JOKTPUH U COBPEMEHHBIX TEXHOJIOTUM, TIOTOMY 4YTO
UyJau3M, TaK JKe KaK U UCJIaMHu3M, AOIMYCKaeT Kak
HCKYCCTBEHHOE OIUIOZIOTBOPEHNE, TaK U paHHUE abop-
THI. PeJTUTMO3HbIE BJIACTU CTOJIKHYIHUCH C TPOOIeMOH
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cyacThs U 60U B 3TIO0XY, KOTZIa CTAJI0 BO3MOKHBIM
co3/1aBaTh UX TEXHOJIOTUYECKU. B m060M cirydae, 3TO
MIpUBEJIO K HEOOXOAMMOCTHU AaTh ONpe/esieHne B ca-
MBIX KOHKPETHBIX TEDPMUHAX TaKUM MOHATUAM, KaK
TsDKesnoe 3abosieBaHue, Havyajio ¥ KOHEIl )KU3HU, OTHO-
IIIEHUS YeI0BEKa C MPUPOAOH, ¢ 60KECTBEHHBIM, POJIb
YeJI0BEYeCKOTO CYIIeCTBA B CO3/[aHUU CAMOU ITPUPO/HI.
Ho u rpaxgaHcKue BJIacTU He OCTAJIMCh B CTOPOHE OT
nmpobJsieM, OCHOBHAsI U3 KOTOPBIX — 3TO BOIPOC 0~
3BOJIEHHOTO IIpeziesia TPOIAKTUKY, YTO IMYHO MHE
KakeTcd QyHAaMeHTaJIbHBIM B TeHETHKE.

CemeiHas BereTaTMBHas
OUCOHYHKLMA U HE TONBbKO

PesynbraT npodruiaktuku 6o1e3nu Tes — Cakca UMen
6osbIlioe 3HaYEHNeE, TOCKOJIbKY OH yOeIWII ncciieoBare-
Jiei, manreHTOoB U MIOJIMTUKOB B 00/1aCTH 3ZipaBOOXpaHe-
HUs B TOM, YTO e HeTUYEeCKUI CKPUHUHT HOCUTE/IA UMeeT
6osbImI0l oTeHIMan. CKpUHUHT HOCUTEJA TaIaCCeMUN
WY CEPIOBUHO-KJI€TOYHON aHEMUHM OCHOBBIBAJICA HE
Ha FeHETUYECKUX TEXHOJIOTUAX, KOTOpbIe ITOABUINUCH
Io3:)Xe, a Ha ropaszio 6ojee MPOCThIX UCCIe0BAHUAX.
Ecnu npoduiakTHKa TasacceMUH MpeCTaBisieT coboi
MOZIeJb BCeX C/IydyaeB CKPUHUHTA HOCUTe el reHeTrhye-
CKUX 3aboseBaHUM, TO TpoduakTuKa 6o1e3Hu Tea —
Cakca — 3T0 napaZurma 3STHU4eCK OPUEHTHPOBAHHOT'O
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CKPUHUHTA Y CKPUHUHTA, OCHOBAHHOI'O HA T'eHeTuYe-
CKUX TeXHOJIOTUAX. HerocpeicTBeHHBIE TTOCE/CTBUA
MOXXHO pa3ZieIUTh Ha /iBa HampasieHus. [lepBoe, Kak
MBI YBU/IUM JJIbIIIE, — 3TO CO3/IaHUE OUYeHb OJIarOTIPH-
ATHOM MOYBHI /I CKPUHUHTA HOocuTesell B Vi3paue,
rze 6OJIbIast YacTh HaCETeHUs ABJISETCs eBPesAMHU alll-
KEHa3CKOT'0 MPOUCXOXK/eHusA. Bropoe — 3T0 pacrpo-
CTpaHeHUe MPOorpaMM reHeTUYeCKOoi NMpoPuIaKkTUKU
Ha ceBepOaMePUKAHCKYIO eBPENCKYIO OOIIMHY, a TAKXKe
HCCIIeIOBAHUs TPYIIIT €BPeEB IPYTOro MPOUCXOXKAEHU,
HalprMep, TOTOMKOB CPeJHEBOCTOYHBIX WU NCTIAHCKUX
eBpeeB, Ha3bIBaeMBbIX cedapiaMu.

CemeliHas BereTaTuBHaA AuCPyHKINA OblIa oOHa-
pyeHa B 1949 roay AByMA aMepUKaHCKUMU BpayaMU,
Paiinu u /leeM, YbMU UMeHaMU OHa CHavasa Obuia
HasBaHa. JTa 60yie3Hb OpakaeT HEPBHYIO CUCTEMY.
[TanmeHTHI HE YYBCTBYIOT OOIH KOXXeU U CTpaZaroT
OT OTCYTCTBUSA PEryisaliuy CUMIIaTU4eCcKol HepBHOM
CHCTEMBI, KOTOPask KOHTPOJUPYET GOMBIIYIO YACTh
HEPBHOU peryisiliuy BHYTPEHHUX OPraHoB. Y TaKUX
JII0Zlell MOTYT HaOII0aThCsA caMble pa3Hble CUMIITO-
MBI, HO XapaKTepHbIM /Il HUX fABJAETCA TO, YTO OHU
He YYBCTBYIOT OOJIM U «HEe IJIa4yT», TIOCKOJIbKY V HUX
OTCYTCTBYeT HEpBHas pery/aanusa, KoTopas CTUMYJIU-
pyeT BblfesieHue ce3. bone3Hs ABIAeTca TAXeN0H,
HeMHOTHe JJO’)KUBAIOT ZI0 3pesioro Bo3pacra. I1aTs ze-
Tel, Y KOTOPBIX OblIa OOHapykeHa 60Jie3Hb, ObUIH
anrKeHasaMMU. Y 9TOM IPYIIIBI eBpeeB HOCUTeIeM ABJIA-
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eTcsl IPUMEPHO KaXXAbIi 27-1 (60e3Hb BCTpeyaeTcs
MIPUMEPHO C TOU XK€ YaCTOTOM, YTO ¥ MYKOBUCIIUZIO3 Y
BOCTOYHBIX HAPOZIOB, KaK Mbl YBUIUM Jjajiee), U Ha Kax-
aeie 3600 HOBOPOXK/IEHHBIX TPUXOAUTCS OANH OOJTbHOM
pebeHok. Kak u B ciiydae ¢ IpyTUMU TeHETUYEeCKUMU
3ab01eBaHUSIMU, BaXKHYIO POJIb [JI Pa3BUTHSA HCCIe-
JIOBAaHUU U JIeYeHUS 3TOU O0JIE3HU ChITPAJIO CO3/IaHUE
accolyaliy poguTenen, nosapusiierica B 1951 rogy, —
Accoruanuu ceMerHON BereTaTUBHOU AUCHYHKIINU
(Dysautonomia Association), ABJAMOINIENCA CErOAHA
donzom (Foundation). IlepBBId KIUHUYECKUHN IIEHTP
JUTs1 JIeueHUs 3TOTo 3aboyieBaHusA moaBwiIca B 1969 rogy
6J1aroziapsi JOKTOPY AJTMCHU AKCENTbPO/] Y HbIO-HOPKCKO-
My boHay. Zlaxke B 3TOM ciIy4ae IeHTpaanu3alus jede-
HUSA U BBICOKMU ypOBEHb clelaau3aliy MPUBeIu K
3HAQUUTEJTHbHOMY IOBBIIIEHUIO BBDKUBAEMOCTH TMallu-
eHTOB. Pemaromum ctaa 1993 roz, Korga 6bUT OTKPBIT
r'eH, OTBETCTBEHHBIN 32 pa3BUTHE 3TOM OOJIE3HU, YTO
MO3BOJIMJIO PACIPOCTPAHUTDh T€HETUYECKUU TeCT AJs
naeHTUUKAIUY HOocUuTesnel. [1o OIBITY, ToTydeHHOMY
B pe3ysibTaTe 60pb0OHI ¢ 6ose3HbI0 Tess — Cakca, cTamu
CTUMYJIUPOBAThCS IPOrPaMMbl CKPUHUHTA, KOTOPhIE
BOIIUIK TaKXe B IpoeKT «/lop Memapum». B 2004 rozxy
AMepHUKaHCKUM KOJIIe/K aKylIepOB U T'MHEKOJIOTOB
(American College of Obstetricians and Gynecologists)
ITOpPEKOMEH/I0OBaJI TECT CEMbSIM, HaXOAIIMMCS B TPYTI-
Ile PUCKa, TO €CTh B KOTOPHIX y>Ke BCTpedascs ciaydai
3aboneBanus, Ho PoH/, cormacHo HGOPMAIIUH C €r0
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BeO-caiiTa, paClIpoCTpaHUI KAMITAHUIO IO CKPUHUHTY
Y Ha JIpYTUX JIFo/ilel, U TOUCK HOCUTesIel IToKa3asl, 4YTo
aTa 60JIe3Hb BXOAUT B IPYIITy O0Ie3Hel, KOTOPhIe Yallle
BCETO IMOPAKAIOT IIPe/CTaBUTENeH OOIIIHEI eBpeeB-alll-
KeHa30B. Pe3ybTaThl KAMIIAHUY 110 CKPUHUHTY OBbLIU
MIOJTyYeHBI OBICTPO: CHIDKEHUE CITydaeB 3a00/1eBaeMo-
ctu moutu Ha 90%. B Coeaunennsix IllTaTax 601e3Hb
MPAKTUYECKU MCYe3/1a, KOJTUIEeCTBO OOMBHBIX CHIKA-
erca u B M3pausne. B 2009 roay B KpynHeiiiieM Meau-
nuHckoM KypHase New England Journal of Medicine
aBTop bappoH X. JlepHep IpoLUTUPOBAJI UCTOPUKA
MeaunvHb Chlo3eH JInHau:

«Ecu ceMeliHas BereTaTUBHasA AUCPYHKITUA UCUE3-
HeT, [3To OyzeT 3HAYUTh, YTO] P/ COIMATbHBIX U TEX-
HOJIOTHYECKUX MHHOBAIUI cHavyaja cJeaaiT 00J1e3Hb
BUJUMOI, a 3aTeM CHOBA CAeJIaloT ee HeBUAMMOMN»*.

Ho ciiemytonias BosiHa MporpaMMBbl MpOQHIaKTHUKY 60-
se3HU Teqg — Caxkca nonuia gaibiie. CaiT, ITOCBALIEHHBIN
reHeTHU4ecKuM 00s1e3HAM eBpeeB (JewishGeneticDisease.
org), nuHbopMHUpyeT 0 ToM, 4To B CoezimHeHHBIX [1ITaTax
TIOJIOBUHA €BpeeB-allIKeHa30B MOTYT CYUTAThCS HOCUTE-
JIIMH OZ/HOM 13 19 HaceICTBEHHBIX O0JIE3HEH, KOTOPhIE
BCTPeYaloTcs Y HUX 0COOEHHO YacTo, U YTO CYIEeCTBYET
P ApyTUX 3a00IeBaHUM, TTOPAYKAIOIIIUX ITPe/ICTaBUTE-
Jiel oOIIuHBI cedapoB; B CBA3U C OTUM IIpeiaraeTcs
CKPUHUHT 110 38 3a00/ieBaHUAM, KOTOPBIE MOT'YT OBITh
oOHapy»KeHHI B pe3y/IbTaTe KOMIUIEKCHOH IMarHOCTUKU
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B JlabopaTopuu MeAUIIMHCKOTO IieHTpa ropsl CuHaM
(Mount Sinai Medicai Center), ¥ K KOTOPBIM MOTYT OBITh
nob6aBeHbl ApyTre 60e3HU. Llesbio MpoeKTa SIBJIAETCS
yCTpaHEHHE BCEX ITUX 3a00/IeBaHU ITOCPECTBOM OCBE-
JIOMJIEHHOCTH, OCO3HAHUS U IIPaBWIBHOT'O BEIOOpA JJIsT
MIPOAOKEHUA pojia.

B 2010-x rozax /IsBuj Pumoiin u Matiki Kabak Ha-
Yyajy HOBYIO IIpOrpaMMy, HallpaB/IeHHYIO Ha aMepUKaH-
CKYI0O €BPENCKYI0 OOIIMHY IEPCUICKOTO IIPOUCXOXKAEHU,
B KOTOPOW ObUTa CUJIbHO Pa3BUTa SHAOTAaMUS U KOTOPast
IIPOMCXOZIMJIA M3 OUY€Hb OTPaHUYEHHOU reorpadmyeckom
30HBI, OCTaBaBIIeNCA U30IMPOBAHHOM HA IPOTXKEHUU
6osee 2000 sieT. ITH PpaKTOPHI CITOCOOCTBOBAIU BBICO-
KOI YaCTOTHOCTY reHeTHYeCKUX 3a60JIeBaHui Y JaHHON
T'PYIIIIBI JTIOZAE e 47,

Victopusa koHTpoisa bonesnu Tea — Cakca, ecnu
OLIEHUBATh €€ C TOYKU 3peHUA HOBOM NIapaJIuTMHl IIpe-
BEHTUBHOW MEJULINHBI, IEMOHCTPUPYET YCIIEX UCTIO/Ib-
30BaHMA reHeTUYeCKUX TeXHOJIOTUM U HeIIPUHYUTE Ib-
HBIX METO/I0B IPOQUIAKTUKH, C IOMOIIbI0 KOTOPBIX
pacrpocTpaHsiach HHGOpMalKsA O TeCTaxX Ha BbIABIEHUE
HOCHUTeJIe! B TpyIIe, YeTKO OCO3HAMOILIEN CBOIO 3THU-
YeCKYIO U Ky/IbTyPHYIO HAEHTUYHOCTD. YCIIeX JaHHOIO
METO/,a IT03BOJIAET IPU3HATD €ro ya4YHOU MOZEJBIO
reHeTU4eCcKoN NpoPUIaKTUKU HaCAe[CTBEHHBIX 3a-
6oneBaHuii. KoHEeYHO, 3TO MOAHMMAET BOIIPOC 3THU-
YeCKOTO CKpUHHHTA U NPob6ieMy IPUEMIEMOCTH WU
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HEIIPUEMIEMOCTH B Pa3HBIX KYJIbTypax STHOMEAUIIVHBI,
KOTOPYIO MHOT/IAa HAa3bIBAIOT PUCKOBAHHOM MTPAaKTUKOMN
PaCUCTCKOTO XapaKTepa. DTOT apryMeHT UMeeT 60JIbIIIoe
3HauYeHUe /I TeHETUKY 3a00/IeBaHUi, 1 HaM HEOJHO-
KpaTHO MPUZAETCSA IPUHUMATh €r0 BO BHUMAaHUE.

MobennTb MyKOBMCLNLO03?

Jlo cux TIop MBI paccMaTpuBaIu 3abo/ieBaHusi, B OTHO-
IIEHUU KOTOPBIX ObLIa IIOCTaBJIeHA 1e/Tb TIPOGUITaKTUKH.
Kto-TO pemwt, uyTo 60se3Hb Test — Cakca WK Tajac-
ceMUs ZI0OJDKHBI OBITh YCTPaHEHbI, YTO JODKHA OBITh
czieslaHa TOMbITKAa MHGOPMUPOBAHUS HACEIEHUs WU
OT/IEJIbHBIX I'PYIIII, HAXOASIINXCS B 30HE T€HETHYECKOI'O
PUCKa, ¥ YTO OJKHBI OBbITh IIPUMEHEHBI TOUHBIE CTpaTe-
MM TI0 Hay4YeHUIO U [TPeAyIIPeKAeHUI0. B 3aBUCMOCTH
OT YCJIOBHIA, 3Ta POJIb BHITIOIHSIACH THOO TOCYapCTBOM,
60 HAayYHBIM COOOIIECTBOM, JIMOO PETUTHO3HBIMU
BJIACTSAMMU, JTUOO TPYIITON reHeTUKOB. OCHOBAHUA JJIs1
3TOTO OBUIM caMble Pa3HbIe ¥ 4YaCTO B3aMMOCBSI3aHHBIE.
HeKoTopble 13 HUX HOCWIN STUYECKUI XapaKTep: KaKoe
IIPaBO MBI UM€EEM /IaBaTh KU3Hb, OTHYI0 60/m? Corac-
HO KaKOMY IIpaBy WIH JOJTY YeJ0BEK BMENINBAeTCs B
IPUPOJY WK B 60KECTBEHHYIO, HETIOCTIDKUMYTO /I HaC
BOJTIO? DKOHOMUYECKHE apTyMEHThI YTBEPKAAIOT, UTO
Korga 60J1e3Hb CTOUT IOPOTO B IEHEXKHOM BhIPayKEHUH,
KOI/]a CyIlIeCTBYeT PUCK MOTPeOIeHU PECYPCOB, KOTO-
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pble He MOTYT OBITh FapAaHTUPOBAHBI, TO HEOOXOAMMO
10 BO3MOXHOCTH TIPEOTBPATUTD €€. ITO PaCCyKAeHUE
MOJKET OBITH ellle 6osiee CIOXKHBIM. Ecyt ObI TOCy1apCTBO
He XOTeJIO BMENTUBATHCA B JKETaHUA YeT0OBEKA, HO XOTe-
J10 ObI 00€CTIEYUTD MOAAEPKKY OOTBHBIM JIFO/ISIM, TO €T0
0053aHHOCTBIO OBLTIO OBI IPOMHPOPMUPOBATH O PUCKE
MTOSIBJIEHYS Ha CBET O0JIBHOTO peOeHKa U OXKU/IAaTh, YTO
mocJielyeT OCO3HaHHBIN BBIOOP, 1107, prutocodpckoro u
PETUTHO3HOTO YOeXKAeH!UA, KOTOPBIA TOCYZapCTBO HE
MOXXET cZleIaTh 3a TPaKJaHNHA, TAaKXKe KaK He MOXKET
Y TIOBJUATDH Ha Hero. CTpaTeruu Mo NpoduIaKTHUKeE
TSKENBIX TEHETUYECKUX 3a00IeBaHUN TPUMEHSITUCH
TIPU TOAIEPXKKE MTPABUTENbCTBA, IMIYCTh U HE BCEr/a B
MPUHYANTETBHOM ITOPSZIKE, TIPU STOM ITPOCIEKUBAIACH
YeTKas CBSA3b MEXy IpeANoChIKaMu U Ienamu. Ha
MIEPBBIN B3IV, TO, YTO MIPOUCXOJUT C MyKOBHCITUZ030M
B MTanuu U B PyTUX YyrojJKax MUPA, KaXKETCS COBEP-
IIIEHHO JPYTUM. BaykKHO ITocTapaThCs MMOHATD IPUYHHBI,
10 KOTOPBIM MBI OTZAAJIsIEMCS OT MOZEJU BhIOOpa MU
MPUHYAUTETbHBIX WA PEKOMEH/YEMBIX CAHUTAPHBIX
penreHui. MBI cTau 6JIKe K TOMY, YTOOBI TIpelaraTh
TeCT HaAIPIMYIO HHAWUBU/IAM WK IlapaM yepe3 KaHaIbl,
KOTOpPBIE MBI XOTEIN OB MCC/IEZIOBATh, B HAZIEXKIE T10-
HATH, KAKUM MOJKET OBITh CETO/IHS COI[HATbHOE BIIUs-
HUe TeHEeTUYeCKUX 3HaHuH. HayuyHas u reHeTUYecKast
«T'PaMOTHOCTb» MHOTOYUCIEHHOTO HaceJIeHs, KOHEYHO,
OYeHb HU3KA, U TOMY €CTh MHOXXECTBO MpuMepoB. Ho,
BO3MOJKHO, MBI CTOJIKHYJIMICh C TIOCIEACTBUSMHU «T€HE-
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THU3alouK» O6H.[€CTBa, KOTOpad IMpour301Ia ITIOKa €lie
HE€ M3BECTHBIMU HaM ITyTAMHU.

Moii uHTepec K 3MUAEMUOJIOTUN MYKOBUCIIH/I03a
U K pe3yJbTaTy TeHeTUUYEeCKOr0 TeCTUPOBAHUSA BCETO
HaceJieHus1 00yc/IoB/IeH HaO/IIoeHueM 3a CIy4dasiMu,
€ KOTOPBIMU IIPUIIIOCh UMETH 1o B LleHTpe MyKOBUC-
1I17I03a B pervuoHe BeHeTo. DTO NMpUBUWIETHPOBAaHHOE
MECTO, TIOCKOJIbKY CIIeIIUaIu3UPyeTCA UCKIIOUYUTETHHO
Ha JaHHOM 3a060JIeBaHUU U SABJISETCSA CAMBIM KPYITHBIM
He ToJIbKO B MiTasuu, HO U, BO3MOXKHO, BO Bceii EBporie.
B Havase 1970-x rozoB B BeHeTo ObLI cZielaH MePBHIi
B VTanuu 1 OfiMH U3 NIePBBIX B MUpe HEeOHATaJbHBIN
CKPUHMHT MYKOBUCITH/03a. bostee yeM 3a 40 et LleHTp
B BeHeTo ob3aBesicsa 04eHb JeTaJbHBIMU U TOYHBIMU
AMUJEeMUOJOTUYECKUMU JaHHBIMU, KOTOPbIE TT03BO-
JITIOT OLIeHUTh 3HAYMMOCTD SIIHNAEMHUOJIOTUUECKUX 13-
MeHEeHHUH, B TOM YKc/Ie HeOOIbIINX, 38 OTHOCUTEIBHO
KOPOTKOE BpeMsI.

MHoroe U3MEeHWJIOCH C T€X IOP, KOTZa MyKOBUCLIY-
7103 OBLT omKcaH BiepBele, B 1930-x rogax, mpuMepHO
B OZIHO U TO K€ BpeMsA aMepUKaHCKUM I1aTOJIoroaHa-
ToMoM JlopoTu XsHcallH AH/ZilepCeH U UTalo-IIBe-
napckuM neauatpom ®ankonu. CHavana 60ye3Hb
pacrosHaBaay 110 CUJIbHOMY HEJOeJaHUI0, KOTOpoe
HabJII0aI0Ch V IeTel yiKe C IePBhIX HeZlenb KU3HH.
MaseHpKHe TallUeHTHl YMUPAIU OT UCTOLIEHUA, 10-
TOMY YTO MX OPraHU3M He OBUI CIIOcOOeH ycBanuBaTh
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’KUPBI, KOTOPBIE /IS TOT'O, YTOOBI KUIIIEYHUK UX BIIUTAJ,
ZIOJDKHBI OBITE IOZBEPKEHBI BO3/IeHCTBHUIO pepMeHTOB,
IIPOM3BOAMMBIX MOKENYyAOYHOU Kene30ii. boie3Hb
CWIbHO ITOpakaeT 3TOT OPTaH ellje y 3apOZblIIla, I10 3TOH
IpUYMHe CHavasla oHa Oblia onycaHa KaK KUCTO3HBIHN
¢rbpo3 momKeTy109HOM Kee3bl. [Tocite Toro kak Oblia
BBISICHEHA I'eHeTH4ecKas Ipupoza 3aboieBaHus, CTalio
IIOHATHO, YTO OHO 3aTparuBaeT MHOXXeCTBO OPTaHOB,
B OCHOBHOM Jierkue. [locie ycTaHOBIeHUs JUarHosa
AUCOYHKIIUA MTO/KENyJOYHOM Kele3bl MOXKeT OBITh
KOMIIEHCHPOBaHa II0CPeACTBOM ynoTpebieHusa dep-
MEHTOB )KMBOTHOT'O IIPOUCXOXKAEHHUA, TAKUM 00pa3om,
HeZloeJaHusA B GOIBITMHCTBE CTy4yaeB MOXKHO M30€XKaTh.
Ho nmporpeccupylomas jeroyHas HeJloCTaTOYHOCTb
ABJIAETCA MPUYNHOU MOCTOSTHHBIX UHPEKITMOHHBIX
3abosieBaHUU O MPUYNHE aHOMAJIbHO IUIOTHBIX U
BA3KUX OpOHXUANBbHBIX BhIlesieHnH. OTcioZia U Apyroe
Ha3BaHMe 3TOU 60ye3HN: MyKOBUCIH/03. CerofHs Mbl
3HaeM MeXaHU3M, OTBETCTBEHHBIHN 3a OpakeHue He
TOJIBKO TTOZIXKETyZJOYHOM »KeJle3bl U JIETKUX, HO U APYTUX
OpraHoB, HallpuMep nedeHu. Ero oTkpbu1 yueHbIi [1on
KBUHTOH, TOKe UMEBLINI 3Ty O0JIe3Hb.

B koH1te 1980-x ro0B KUCTO3HBIN GpuOPO3 — Win
MYKOBHUCIIU/I03 — OBbUI OJHOM M3 MEePBHIX OOJIE3HEH,
Yy KOTOPO¥ OBLIY BHIABJIEHBI T€eHETUYECKHE MYyTaIluH,
6arozapst 00beAMHEHHBIM YCHIUSIM HECKOJIBKUX aMepH-
KaHCKUX 1 KaHAZICKUX JTabOpaTOpUH, XOTS Ha CAMOM JIeJie
9TO OBLIO OOJIbIIIE TTOX0XKE HA HEOOBIYHOE MHOTOHAIIHO-
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HaJIbHOE Hay4yHOe IIPUKJII0UYEeHNEe, B KOTOPOM IIPUHAIN
ydacTue ucciaefoBaTenu U3 pasHelx crpaH (Ilonbmy,
W3paunsa, Kuras), 4To B Te BpeMeHa MOIJIO IIPOM30MTH,
IoXKasIyH, Toabko B CeBepHOM AMepuke. Kasanocs, 94To
3TO OTKPBITHE IPUOIM3UIO K HAXOXKAEHUIO JIeYeHUS.
B Te e rozipl pacinpuIrch BO3MOXXHOCTY e HHOM Tepa-
IIUU, 11 KOTOPOU MYyKOBHUCIIM/I03 Ka3aJICsA IIPEKPAaCHBIM
kaHauzarom. Ho He Tak-ToO IPOCTO BBECTU B KJIETKU
OPOHXOB 3/I0POBBIH I'eH, 3aCTaBUB €ro IPOHUKHYTH B
MOJIEKYJ/IAPHBIE CUCTEMBI, KOTOPbIE JIOJDKHBI IIPUBECTU
K TpebyeMoii iesy. [eHHas Tepamnus CerofH:A ABIAETCA
OJHMM V3 BO3MO>KHBIX ITyTel Jie4eHUs, HO B ciIydae C
MYKOBHCI[HI030M OBICTPO CTaJIO MOHATHO, YTO 3TOT ITYTh
OyZeT oueHb TEPHUCTHIM, €C/IU He CKa3aTh HEBO3MOX-
HBIM. B rmocsiezyrormyie rozibl HOUCKY OBLTN HAIIPABIEHBI
Ha MeIMKaMeHTO3HbIe ITyTH JIeUeHUs, U JINIIb HeJJaBHO
6bUTH pa3paboTaHbl IEKapCcTBa, OOeIaolie U3MEeHUTh
cyb0y OOBHBIX, Ia’Ke €CJTH 10 TIOJTHOTO yCIieXa MpouieT
elje MHOI'O BpeMeH!.

VHTepec K MyKOBUCITU/03Y KaK COIIMAIbHOM O0Ie3HN
3aBHCUT OT OTHOCUTETHHOM YaCTOTHI 3TOH OOJIE3HU Y Ha-
PO/IOB, TeHETUYECKHU OTIpe/IeiTeMbIX KaK «KaBKa3CKue» 6,
B 0CHOBHOM NMPUYMHOM CMEPTHOCTH B paHHEM BO3pacTe
ABJIIETCA 3Ta reHeTudeckas 6ose3Hb. ITo craTUCTHKe,
OZIVIH HOBOPOXKAeHHbBIN 13 2500-3000 nopa>keH MyKo-
BUCHUZ030M. DTO 3HAYUT, YTO KKABLIHU roj B Mtanuu
poxzaaeTcs: 200-250 60bHBIX eTelt. BO3MOXXHO, e1H-
CTBEHHBIM ITPUMEPOM B Halllel CTpaHe ABJAETCA 3aKOH
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1993 roza, KOTOPHIY IPU3HAET COIUATBHYIO OTTACHOCTh
3TOM 60JIe3HU ¥ CTUMYJIUPYET paclpocTpaHeHUe 3Ha-
HUH O HeH, JieueHue U CTPaTeryuu 1o npodbmwiakTuke. [1o
MO/IEJIN TaJlaCCEMUM ObUTA YUPEXKAEHBI PETHOHATbHbBIE
IIEHTPHl MYKOBUCIIUIO3a, PeNIaloiie KOMIUIEKCHBIE
3a/Ia4¥ IOMOIIY OOJIbHBIM, TTIOMCKA peIleHuH, TIpoBeie-
HUS SMUJEMUOJIOTUYECKUX UCCIEA0BAHUN U IPUHATHUA
Mep Ha YpOBHe HaceJleHUsA. B oTimyue OT TajacceMuu,
KOT/Ia Tlepexo/l HallMOHAJIBHOI'O 3/[paBOOXPAaHEHUS Ha
pErvMoHaIbHbIN YPOBEHb 0003HAYWII KOHEL YHUPUIIH-
POBAHHOM CTpaTETWH LIEHTPOB TaJlaCCEMHUU U UX CKOPOE
HCYe3HOBEHUE, pETMOHAIbHBIE IIEHTPBI MyKOBUCIIM/03a
MIPOZIOJIKAIOT MTOJIb30BATHCSA YHUPUITMPOBAHHBIM CTATY-
COM BO BCeH CcTpaHe, OHU KOOPAUHHUPYIOTCSA B paMKax
HAy4YHOI'0 cOoO0IIecTBa U JeUCTBYIOT coob1a ¢ JIuroi
60pbOBI C MyKOBUCITHI030M, CO3ZIaHHOM IT0 MHUI[UATHBE
MaI[IeHTOB U UX CEMEI.

C rozaMu olleHKa TSKeCTU MYyKOBUCIH/I03a ITIOMe-
Hsanack. Korza-to ety ymupanu, HeMHOTHE MOIVIU JI0-
CTUTHYTb 3pesioro Bo3pacra. Ho B cuTyauuy HaMeTuIcA
nporpecc 6sarozgaps psagy obcroarenbcTB. CerofHs 60-
JIe3Hb MOXKHO JMarHOCTUPOBATh Ha PaHHUX CTaJUAX, BO
MHOT'MX CTpaHaX U IIOYTH BO Bcelt VITaanu CyIiecTByIoT
IIPOrpaMMbl CKPUHHUHI'a HOBOPOXK/IEHHBIX, IT03BOJIAIO-
ITYie BBIITOJIHATD JUAarHOCTHKY B ITepBble HeZleI! )KU3HU.
Jla>xe IpU OTCYTCTBUM CIEIMAIBHON Tepaluy JedeHre
OKa3bIBaeT Bce 6ombunii 3¢ deKT. B Hanboee TaKENTbIX
clydanx, Kak KpalHad Mepa, albTepHATUBONW MOXET
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CITy’KUTh IlepecajiKa JIeTKUX, KOTopas MOXeT 3Ha4u-
TeJIbHO IIPOJJINTD XXU3Hb. HO ¢ OBBIIIIeHEM KayecTBa
JIVaTHOCTUKY ObUI cZieJIaH BBIBOJI, YTO CYIIECTBYIOT OT-
HOCUTEJIbHO JieTKrue pOpMBI, U UYTO peyb He U/eT Herlo-
CPeACTBEHHO O ZIeTCKOU Oosie3HU. B HacTosIee BpeMs
HECKOJIBKO CJIy4aeB JMarHOCTUPOBAHO Y B3POCJIbIX. Bee
3TO IpPUBEJIO K TOMY, YTO OlleHKa BBDKMBAaeMOCTH Ha
CEeTOAHANIHUM IeHb HAMHOTI'O BBILIE, YEM CUMTAJIOCH
paHee. MHoruMm nanueHTam 6osbiie 40 seT. CoracHO
pacueTam, B GirKatiiee gecaTiwietye 6oiee 60% marm-
€HTOB JJOCTUTHYT 3PeJIOTO Bo3pacTa M OOJbHBIE CMOTYT
poXkuTh 6ostee 50-60 sneT. K ToMy ke BO MHOTHX CJIy-
Yyafgx KaueCTBO XKU3HU CerolHA OTHOCUTEIbHO BBICOKOE.
Bce 3Tu M3MeHeHUs TPOU3ONLTH Oarofaps mepexoay
OT IMarHo3a, CTaBAIIerocs Ha OCHOBE CUMIITOMOB, 4TO
BBIAIBJISIIIOCH TOJIBKO Y HauboJiee TSKeIbIX TalleHTOB,
K IMarHO3y Ha OCHOBE T€HEeTUKU U MOJIEKYJIAPHBIX UC-
CJIe[OBaHUM, C TOMOIIbIO KOTOPBIX MOXXHO PAcCIIO3HATh
60J1e3Hb JJaXKe y JTFo/Iel C MUHUMaIbHBIMUA CUMITTOMaMH.
PacnpocTpaHeHre HeOHATaJIbHOIO CKPUHUHIA IIpUBe-
JIO K TOMY, 4TO celiyac MyKOBHCILIUIO30M IIPU3HAIOTCA
¢dbopmbI 3a601EBaHYsA, KOTOPBIE B MPOILIOM TaKOBBIMU
He CYNTAJINCh.

MyKOBUCIIH/I03 — 3TO XOPOIINU IPUMEP TOr0, KakK
60Jie3Hb, BEI3BAaHHAS OZHUM-EAWHCTBEHHBIM T'€HOM,
MOXKET OBbITh FT€HETUYECKU CJIOKHA Y UMETh CaMyIO pas-
HYI0 KJIMHUYECKYIO TA)KeCTh. VI3BeCTHbIe MyTalluu I'eHa
MHOTOYMCJIEHHBI: CEroJHA MbI OJIM3KU K TOMY, YTOOBI
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pacnosHaBaTth nopazka 2000 us Hux. He Bce umeror
OJIMHAKOBO TSKeJble MTOC/Ie/CTBUA, U 3TO OOBACHSET,
HaIpHMep, T0YeMy V¥ HEKOTOPBIX TAI[eHTOB He HaOJI0-
naetcs AUCHYHKITUA TTOKETYA0YHOM XKele3bl, a TOTbKO
JIeroYHas HeJOCTaTOYHOCTh; II0YeMY Y OZHUX CHMIITO-
MBI IIPOABJIAIOTCA C POXKAEHUSA, a Y I[PYTUX — B 3pEJIOM
BO3pacrTe. V3BeCTHBI CJIydau, KOT/A AUArHO3 CTABUJICS
MIOXKUJIOMY YeJIOBEKY IIOCJIe TOro, Kak 601e3Hb Obu1a 00-
Hapy»KeHa y BHyKa. Hepeako BcTpevaroTcst 60bHbIE Opa-
Thbs, KOTOPBIE, YHACTIeZIOBAB OHU U Te )Ke MyTallly reHa
OT poAuTesieil, UMeIOT pa3Hble popMBbI 3a00IeBaHUA:
OZIVH TsDXeJIo OO0JIeH, B TO BpeMs KaK JIpyToi BeZIEeT ITIOYTH
HOPMAJIbHBIHM 00pa3 *KU3HU. DTO MOXKHO OOBSICHUTD TEM,
4YTO OpaTha He ABJIAIOTCA COBEpIIeHHO WeHTUYHBIMY,
Y Ia’Ke TIOJTyYUB OT POAUTENEN OHU U Te XKe MyTalluu
reHa MyKOBHCIII/[03a, OHU MOTYT OBITh OY€Hb PAa3HbIMHU
B TOM, YTO KacaeTcs OCTAIbHOI'O FeHeTUYEeCKOT'0 Hacle-
cTBa. BosesHb MOXXeT IpOTeKaTh OYeHb IIOX0KUM 00pa-
30M TOJIBKO y UIEHTUYHBIX OJIM3HEI0B. DTOT GeHOMEH
M3BECTEH yXKe aBHO. HEeCKOIbKO WIeHOB OZHOM CeMbH
MOTYT OBITH TIOpa)XeHBI OZHOM U TOM ke 60JIe3HbI0, HO
pa3HOM TKeCTU. AKTUBHOCTD [PYTUX M'€HOB, Ha3bIBa-
e€MBbIX TeHaMU-MOoANuUKAaTOpaMH, MOXKET BIUATH Ha
BBIPA’KEHHOCTD KaKOT0-T00 Mpr3Haka. CylecTBOBaHHUE
reHOB-MOZAN(UKATOPOB MOXKET TOJIBKO JI0IyCKaThCA, HO
He MOXKeT OBITh ZJoKa3aHo. VI3BeCTHO, YTO OHU JIOJKHBI
OBITh, HO TOYHO HEM3BECTHO, Kakye oHU. Ciryyail MOHO-
reHHOTo 3200/IeBaHUsA, Ybe KJIMHUYECKOE BhIPAKEHUE
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MoZyIupyeTca reHaMU-MoAupUKaTOpaMu, OTINIaeTCs
OT CJTy4as TOJIMTeHHOT0 3200J1eBaHNSA, IIPOUCXOXK/EHHE
KOTOPOT'O 3aBHCHUT HE OT MyTaI[li B OJHOM JIMIIb T'eHe,
a oT boJiee CJI0XKHOU TeHHOU CTPYKTYPBL. DTU OTKPBITUSA
OCJIOXKHAIOT KapTHHY, IIOCKOJIbKY CBU/IETEIbCTBYIOT O
CKyZJHOM reHeTUYeCKOM JIeTEPMUHU3Me JIaKe B CIydae
MOHOT'€HHBIX 3a00IeBaHUH, TAKKX KaK Te, KOTOPble Mbl
10 CHX TIOp 00CyKAaITH.

He GyzeM BaBaThCs B TEXHUYECKUE JI€TAJIH, [JIaB-
HOe — YYUTBIBAThb 9TU OHATHSA, 3a[yMbIBasACh O CTpa-
Terusx npoGUIakTUKU MyKOBUCIIH03a. Kimaccuieckas
reHeTHKa MeH/ensa OblIa CKOpee e TEPMUHUCTCKOM:
Ka)XKZBI T€H OTBETCTBEHEH 3a KaKy0-TN00 QyHKIUIO:
«OIVH T€H — ofiHa 060ie3Hb». [10[00HBIe TPUMEPHI
CYILeCTBYIOT, U, 110 CYACTIMBON CIy4aiHOCTH, TeHe-
THKa No3Boauaa MeH/ieno NOHATh IPUHIIUII TeHe-
TUYECKOU MepeZiauul HEKOTOPHIX MPU3HAKOB Iopoxa,
KOTOPBIH MO3Ke JIET B OCHOBY OObSICHEHUS T€HETUKHU
’KUBOTHBIX U 4yesioBeka. Ho, Kak 3TO 4yacTo ciaydaercs,
CKOPO BBISICHWIOCH, YTO PEaJbHOCTb HAMHOTO Oosiee
cloXxkHa. [eHeTHKa BBICIINX OPTaHU3MOB HAMHOT'O Me-
Hee /leTEPMUHUCTCKasA, YeM O Hell AymaioT. B Hell He
CYILleCTBYeT IIPOCTOU U MPAMOM CBSA3U MEXAY TeHEeTU-
YeCKOU MyTalliel U TSKECThIO 3a00/1eBaHUsA, KOTOPOE
OHa IMPOBOIHPYeT. Bo MHOTMX YeIoBeYeCKUX O0Ie3HAX
KaXKyl[uecs TPOCTHIMU MPU3HAKU UMEIOT CJI0KHOE U
HelpezcKasyeMoe BhpaskeHue. Eciiu 661 MyKOBHUCITHIO3
OBLT TsDKETBIM 3a00IeBaHUEM C IETCTBA, CO CMEPTHO-
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CTBIO B pAaHHEM BO3pPacTe, C TAKUM TedeHHeM OOJIe3HH,
KOTOpO€e BO3MOKHO JINIIB 3aMe/JINTh, OTCPOYMB CMEpTh
Ha 5-10 JyieT, MpU 3TOM CTOMMOCTb JiedeHUs OblIa OB
oOpeMeHUTEeTbHOM, HEMHOT'HE COMHEBAIUCH OBI B He-
obxozrMocTH ee TpoduIakTUKU. Ho HyXKHO JI TAaKUM
’Ke 06pa3oM mpeaynpeRaaTb U GOPMbI, COBMECTHUMBIE
¢ (mouTn) HOpMaJIbHOU XXU3HBIO, KOTOPbIE 0OHAPYKU-
BaJINCh OBI TOJIBKO Y B3POCJIBIX JTIOJEH?

Pacnosiarasg oyeHb TOYHOU 3MUAEMUOJOTHEN IO
peruony Beneto, B LleHTpe BepOHEI MBI 3aMeTUIN, UYTO
B Havasie 2000-X roZ0B KOJTUYECTBO OOJbHBIX HOBOPO-
KJEHHBIX CTaJI0 3HAYUTEJIBbHO COKpalarbcd. Jlo aToro
Ha IIPOTAKEHUU MHOTUX JIeT UX KOJIUYECTBO OCTaBa-
JIOCh CTAaOUJIBHBIM, Ha CpeJHEM YpOBHe (IpUMEPHO
oZiiH 60TbHOM pebeHOK 13 2750 HOBOPOXK/IEHHBIX), HO
TeIepb UX CTaJIO MeHbIlle. YUUTHIBAsA, YTO PeUYb UZET O
peaxoM 3ab60sieBaHUU, He TaK-TO IIPOCTO YCTAHOBUTH
YaCTOTHOCTB, IOTOMY 4YTO AOCTAaTOYHO HECKOJIbKUX
cJIydaeB, YTOOBI CIIPOBOIIMPOBAThH CHIBHYIO U3MEHYU-
BOCTb OT rozia K rogy. CHayasia Mbl ObUTH BCTPEBOXKEHBI,
AiyMasi, 9YTO 4TO-TO IepecTano paboTaTh B CIOKHOMU
cuUcTeMe JUArHOCTUKU IIpU poxAeHUU. /nusuiadcsa
HECKOJIBKO MeCAILeB IIPOBEPKA BCeX aHATUTUYECKUX
Y CTaTUCTHUYECKUX ACIIEKTOB ybearIa Hac B TOM, YTO
ZlaHHBIE ObUTH peaJIbHBIMU U YTO UX Ha/[0 OBLIIO BHUMa-
TEJIbHO KOHTPOJUPOBATh Ha IIPOTAXKEHUU JJIUTEIBHOTO
BpeMeHU. MBI CpaBHWIU 3Ty CTaTUCTUKY C JaHHBIMU
110 IPYTUM pErvMOHaM MUPA, YTOOBI MOHATD, TIPUCYT-
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CTBYET JI TaM aHAJIOTUYHOE SBJIEHUE, U BCTPETHIU €TI0
B BpeTtanu, pernone ®paHiuu, ¢ KOTOPHIM MBI JIETKO
MOTIJIM CPAaBHUTh JaHHBIE, YUUTHIBAS CXOXKECTh HAIITUX
CHCTEM CaHUTApHOTrO Haj3opa. B ob6oux permoHax
HabJII0IaIOCh COMTOCTaBUMOE COKpalleHue 3aboyeBa-
€MOCTHU, HO B bpeTaHu 3To ABJIeHNE TIPUITUCHIBAIOCH
MpeHaTaJIbHOU JUAaTHOCTUKE, TO €CTh abopTaM, KOTO-
phie cucTteMa cbopa JJaHHBIX perroHa BeHeTo eciu He
HCKJII0Yasa, TO, BO BCIKOM C/Iy4ae, oZiBepraja CoOMHe-
HU0. IToTpeboBasIoCh elre HECKOIBKO JIeT Hab TIoAeHU
Y BHUMATeJbHOTO aHaIM3a JaHHBIX 10 PETHOHY, YTOOBI
MIOHATH, YTO MBI CTOJIKHYJIUCH C HEOXKUZAHHBIM U CJIOXK-
HBIM AIBJIEHHEM™,

Wtak, 3aboeBaeMOCTb MYKOBUCIIU/IO30M YMEHb-
majach B peruoHe, HO IBHO HEPaBHOMEPHO B JIBYX
O0JBITMX 30HAX: Ha 3amazie BeHeTo KoIn4ecTBO 60JIb-
HBIX HOBOPOXKIEHHBIX OCTABAJIOCh CTAOUIBHBIM I10
CpPaBHEHUIO C MPEABIAYIIUM JeCATUIEeTHEM, B TO Bpe-
MfA KaK Ha BOCTOKe peruoHa MYKOBUCIIU/IO3 TPaKTH-
yeckd ucue3. HaiTu 06bsAcHeHUEe OBLIO HETIPOCTO,
HO, coBMecTHO ¢ Kapso Kacrennanu, pykoBoguTenaeM
nporpaMmbl PernoHanbHOM cUCTEMBl HEOHaTaJIbHOU
AUATHOCTUKM, MBI TIPUIIIN K BBIBOAY, YTO JaHHBIN
¢dbakT Mor cTaTh pe3y/lIbTaTOM IPOEeKTa CKPUHUHTA HO-
cuTesiel, oCylecTBAAEeMOro reHeTukamu [1asyaHckoro
YHUBEPCUTETA, KOTOPbIE HECKOJBKUMHU r'OflaMH paHee
Hayvasu IporpaMMy, OTKPBITYIO /IJI BCET'O HaceJIeHu,
HEe3aBHCHMO OT HaIW4us 60JIe3HU B ceMbe. DTO ObLI
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HACTOAIIUNA CKPUHUHT HOCUTEJS C BHYLIUTEIbHBIM
MTOKPBITHEM 32 HECKOJIBKO JIeT. [I[porpamma 6bL1a pac-
IIMpeHa Ha ps/ TOCyZapCTBEHHbBIX WU YaCTHBIX J1abo-
paTopHi BOCTOYHOM YacTu BeHeTo, U B rocieAylomue
roZIbl il yZ1ajioCch MOKPHITh HaceJeHWe YHUCIeHHOCThIO
nouytu 200 000 yenoBeK, BEIABUB HEKOTOPOE KOJIUYe-
CTBO Iap, HAXOAAILIUXCA B TpyIIe pucka. [IpuHATkIe
3THMU IapaMU pellleHys 110 TOBOAY ITPOZ0KEeHUA Poja
HaM HEU3BECTHBI, HO KOHEYHBIM Pe3yJIbTaTOM CTaJI0
npeAynpex/eHrue POXAeHUA HeCKOJIbKUX JeCATKOB
OOJIbHBIX IeTeH, KOTOPOE MOIJIO TPOU30UTH B TeYEHUE
HECKOJIBKHUX JIET. DTO OBbLI EePBbI BaXXHBIH CUTHAJ
BO3MO>KHOCTH CYLIECTBEHHOTI'O COKpPAIlleHUs, eCIU He
IIOJIHOTO YCTPaHEeHUs, TOCPe/[CTBOM JIETKOJOCTYITHOTO
reHeTUYECKOTO TECTa, FTeHeTUYECKOM O0JIe3HH, KOTOpas
ABJIsIETCS HanboJsiee pacpoCTpaHEeHHON TPUIUHOM
paHHeUW CMepTHOCTH B 3allaJIHOM MUDeE.

37ecb HEOOXOITMO HEMHOTO YIITyOUTBCS B TOAPOOHO-
CTH IUCKYCCUH II0 ITOBOJY TECTA HOCUTEJISI MyKOBUCLIU-
71032, YTOOBI TOHATD, YTO )K€ Ha CAMOM /ieJie ITPOH30IILIO
B Benero.

B OTHOIIIEHUY MYKOBUCLH/03a, KaK U JPYTUX reHe-
TUYECKUX 3a60JIeBaHU, CKOPO CTAJIO MOHATHO, YTO
OoJbHBIE JTEIO/I OBLTH JIUIIIb BEPXYIIKOU aiichepra, cocTo-
SIBILIETO U3 OTPOMHOTO KOJIMYECTBA HOCUTENEH. Y Hapo-

JI0B C KaBKa3CKOM TeHeTUKOU MPUMEePHO KaXKJblil 25-1
KUTEJb ABJIAETCA HOCUTENEeM MYTal[UH, CIIOCOOHOMI
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CIIPOBOIIMPOBATh MYKOBUCIIU/[03. CETOAHSA MBI 3HAEM,
YTO KOJIMYECTBO MyTaIllMi reHa OYeHb BEJUKO, OJHa-
KO CyIIeCTBYeT OTHOCUTENIbHO HebOoIbIIas rpyIina re-
HOB, KOTOpasi OTBEYAET 32 IOAABJIAIONIEe OONTBITUHCTBO
yCTaHOBJIEHHBIX CTy4YaeB 3abosieBaHUsA. MOXKHO ellle
CUIbHee Cy3UTh KPYT Ha MPUMepe HEKOTOPHIX HAPOOB,
YYUTHIBAsA, YTO O0JIE3HDb BHI3BIBAETCS JOCTATOYHO Or'pa-
HUYEHHBIM KOJIMYECTBOM MyTamuii. TakuM obpa3om,
IIPOrpaMMy FeHETUUIEeCKOTO CKPUHUHTA HY»KHO OPUEHTH-
pPOBaTh Ha IMOKCK He BCEX BO3MOXKHBIX MYTAIIUH, a JIUIITh
HECKOJIBKUX ZiecATKOB. CerofHa TEXHUYECKU HECIOKHO
Y HEZIOPOTo CZIeNiaTh TaK, YTOOBI MPeAIOKeHE STOTO
TecTa HaceJIeHHUI0 ObLI0 SKOHOMUYECKH ONPaBAaHHO.
B HEKOTOPBIX C/Iydasx, HallpuMep, Ha ceBepe EBpoII,
JIOCTATOYHO OBLTO ObI HAWTH OHY-€IMHCTBEHHYIO MyTa-
1110, YTOOBI MAeHTUPUIIMPOBATh 60osee 90% HOCHUTENE.
Kak 1 B ciry4ae ¢ TajacceMuei, MOXKHO YTBEPXK/ATh, UTO
3aTpaThl Ha TPOrpaMMy CKPUHUHTA B ITpeI3a4yaTOYHbIH
MEePHO/ C JINXBOU OIpaBjasu Obl 3aTpaThl Ha JIeUeHUE
60se3H1. Ho He06X0AMMO MTOAYEPKHYTh, YTO TI0ZI00HAs
mporpaMma Obi1a OBl OrpaHUYEHa TeM, YTO He MCKaja
ObI BCe M3BECTHBIE MYTaI[UH, CJIEIOBATENIbHO, HEKOTOPOE
KOJTMYECTBO AMAarHO30B OCTAIOCh OBl B CTOPOHE, U 37I€Ch
BO3HUKAET MpobieMa.

,Z[I/ICKYCCI/IH IO BOIIPOCY II0JIb3bl TECTUPOBAHUA HO-
CUTENA MYKOBHUCIIM/IO3ad, paCIIpOCTPAaHEHHOT'O HA BCE
HacCeJ/IEHHE, ObLIa OH(HBHGHHOﬁ, HO npemeBpeMeHHoﬁ.
HMMeHHO Te aBa IIPpUHATBIE HAMHX BO BHUMaHHE (1)aKTO-
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pa — 6OJIBIIIOE KOJTMYECTBO MyTaI[Uii U TPYAHO IPeZACKa-
3yeMoe COOTHOIIIEHHe MyTalluii/6oe3Hei — BhI3BaIU
COCTOSTHHIE HAaCTOPOXKEeHHOCTH. J/lake MHPpOPMUPYS Hace-
JIeHMe O CyIlleCTBOBaHUU TECTa Ha BbIABJIEHNE HOCUTEJIA,
HU OZIHA M3 KPYIHBIX HAYYHBIX KOMIIAHUH, CIeluaIn-
3UPYIOLIUXCA HA MyKOBUCLIMZIO3€, HE PEKOMEHAYeT ero
pacnpocTpaHeHHe, KaK MOXKHO JIETKO 3aKJIFOYUTh U3 I10-
CcellleHUs CAUTOB aMepPHUKAHCKOTO GpOHA MyKOBHUCITH03a
CF Foundation, aHruiickoro rieHTpa MyKoBHcIrzo3a UK
CF Trust, ¢ppaHITy3cKOro IieHTpa 1o 60pbbe ¢ MyKOBUCITH-
no3oMm Vaincre la Mucoviscidose u T. . CaMbIM CIIOPHBIM
aCIIeKTOM AIBJIIETCA TO, YTO €CJIU PacIpOCTPaHATD TECT
Ha BBIABJIEHHWE HOCUTEJISI MyKOBHUCIIA03a, TO ITOCIeyI0-
mas ¥ HeoOXoZmMasi TeHeTH4YecKast KOHCY/IbTalusa OyzeT
o4eHb CJIOKHOU. Jlumib 20-30% dopM MyKOBUCITHO3a
XapaKTepU3yITCs OBICTPBIM PA3BUTHEM B JIETCTBE; 6O-
JIe3Hb ObLIa KOT/Ia-TO CMEPTETHHOM B paHHEM BO3pacTe,
HO CEroJHs PEJKO BCTPETHINb pebeHKa, yMUPAIOUIETO
OT Hee. B HEKOTOPHIX Caydasx HeoOXoauMa Iepecazika
JIETKUX B MOJIOZIOM Bo3pacTte. HecMoTps Ha OTCyTCTBUE
KOHKPETHOTO JIeueHUsT 60JIE3HU M COOTBETCTBYIOIIUX
JIEKAPCTB /I UCIIPABJIEeHUA T€eHETUUECKOTO edeKTa,
BO BCAKOM CJIy4yae [1I0Ka, BEDKUBAEMOCTb 3aMETHO ITOBBI-
CUIach, ¥ Ka4eCTBO >KU3HU CYILECTBEHHO Y/Iy4IlIUIOCh.
MHorue »XeHIIUHbI, HeCMOTPA Ha HAJIM4Me Yy HUX MYKO-
BUCITN/IO3a, UMEIOT ieTel, MHOTHE O0JIbHbIE BCTYTIAIOT
B Opak, pabOTaroT, ¥ BCE 3TO He MPOCTO IPe/CKa3aTh,
OCHOBBIBasACh HA reHeTUKe. MOXHO rOBOPUTH JIMIIb
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0 BO3MOXXHOCTH, HO JOBOJIbHO OOIUMU CJIOBAaMU. DTU
ZIOBOZIBI TIOZIPa3yMeBalOT BOIIPOC: TIOUYEMY B Cpeie, I/e
€CTh MYKOBUCIIU/I03, OOIIHNI TECT PEKOMEHAYETCS C
OCTOPOXKHOCTBIO? BBUTO OTTaceHwue, YTO TaKOM TECT MOT
MIOZIHATH OOJIBIIIE BOITPOCOB, YeM OTBETOB. OrpaHUYeHUsS
TaK)Ke MMPUCYTCTBOBAIN ITPH PEKOMEH/IAIINY «KaCKaJHO-
ro» TeCTa B CEMbSIX, UMEBIIINX BBICOKYIO BEPOSITHOCTH
OBITh HOCHUTEISIMU TOM K€ MyTalllK, YTO U OOJBbHOMU U
€r0 POAUTENN. DTa CUCTEMA XapaKTEPU3YeTCs IIPSIMOTOM
Y IIPOCTOTOM, HO MOKET OKa3aThCs He CITUIIKOM 3ddek-
THUBHOM B TOM, UTO KacaeTcs SMUAEMUOIOTUY OOIE3HU Y
11eJ10r0 HaceseHus1. YToObI ICKOPEHUTH 60JIe3Hb Y 6oJiee
MHOTOYHC/IEHHOT'O Hace/leHsA, Heo6Xo[uMa IporpaMmma
00111ero CKPUHUHTA.

AHan3 IpoUu3oIIeAInero B peruoHe BeHeTo — 3To
OTJIMYHBIN IPUMEP ZJI COILIMOIOTUY MEeIUITMHBI. B aTOM
peruoHe roZlaMmu CoCyIieCTBOBAJIU /iBe pa3Hble cTpare-
run. TeppuUTOpUsA OTHOCUTEIBHO HEOOJIbINAsA U OJJHO-
pOAHAsA B KYJIbTYPHOM acIeKTe, UTO JieJaeT JOIMyCTUMBI-
MM pa3UyHbIe UCCIeOBAHNA, HAall[paBJIeHHbIE BHYTPb
TeppuTopuu. CTpaTerus, IpuMeHABIIAsICA Ha 3ama/e,
AUKTOBAJIach peruoHaJbHBIM IIEHTPOM MYKOBHUCIH-
n103a, opUIHMAaTbHO OCHOBAHHBIM U 6A3UPYIOIIUMC B
BepoHe, KOTOPBIN MOAAEePKUBAJ TOJbKO KaCKaZHBIN
CKpUHUHT. [IpeBanupyromias Ha BOCTOKe CTpaTerus,
cJezays o Iy Ty ITporpaMMbl, HadaToi B [1agye, mpoBo-
[IWJia TECTUPOBAaHUeE Beex keatouux. Korza MeauIvH-
CKYie 3HaHUA IPUMEHAIOTCS K KAKOMY-THO0 HaceJIeHUIo,
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HeoOXOMMBI He TOJIbKO TEXHUYECKUe cTpaTteruu. [Ipu
HaJIMYMU OJIMHAKOBOUN TeXHUUYeCKON nHbopManuu
MoBe/leHHe U TOCIeACTBUA MOTYT OBITh Pa3HBIMHU.
PernoHanbHBIN IEHTP MYKOBUCIIU/I03a, CUJIBHO BOB-
JIedeHHBIN B «0QUIIMATBHBIN» CIIOP, KOTOPHIHN BeeTCs
B MEXAYHAPOJHBIX HAYYHBIX COOOIEeCTBAaX, MHOTHE
roJbl IPUZEP>KUBAJICA MTO3ULIMU HePaCIpOCTPaHEHUA
TeCTUPOBaHUA HOCUTeJel Ha Bce HacesmeHue. Ha Boc-
TOKe, Ha000pOT, HAXOAWJICA KPYITHBIM YHUBEPCUTET,
yell MHTepec K MYKOBHUCIU/03Y OBLI TOOOYHBIM, HO
IIPY 9TOM OH pacroJiaraj reHeTHIeCKUMHU J1abopaTo-
pUSIMU, CIIOCOOHBIMU HAYaTh MMPOTrPAMMY CKPUHUHTA
HacesieHus. [Ipernosnaraio, YTo MUMEHHO OTHOCUTEbHOE
OTUYX/IeHHe OT e6aToB Ha TEMY MyKOBHUCIIM/I03a U CBO-
60712 OT KyJbTYPHBIX CBsI3€H, M3-32 KOTOPbIX MHOTHE
IEHTPBI B UTOTE MPUCTOCOOMINCH K JOMUHUPYIOIIEH
Hjiee BMeCTe C UX TEXHOJOTMYeCKUMU MOIIHOCTSMU B
Pa3BUTHU IIPOrpaMMBbl, ipuBesio [lazyaHckuii yHUBep-
CUTET K TOMY, YTOOBI IIPEJIOXKUTD POI'PAMMY U CKPH-
HUHT ThICAYaM Iap.

[ToTpeboBaIKCh TOCTOSTHHEIE U [leTaIbHBIE JAHHEBIE,
KOTODBIE 3aTPOHYJIU LIeJIbIH PsAJ, PerHOHAIBHBIX Tabopa-
TOPUH, YTOOBI TPUUTHU K 3aKTFOUEHUIO, YTO B BOCTOUHOM
4yacTy pervoHa BeHeTo MaccoBo Ipejjiaraics TecT Ha
BBIAIBJIEHVE HOCUTEJISA, U UTO CYL[eCTBOBAJIO MHOKECTBO
nabopaTopuii, rae 6pUI0 BO3MOXKHO ITPOUTH TECTHUPOBA-
Hue. biarozapsa ux cOTpyAHUYECTBY MBI IIPUIILIN K BbI-
BOJIy, UTO CHIDKeHIe 3200J1eBaeMOCTH MYKOBHCLIHZI030M
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OBUIO MPOIOPIIMOHAIBHO KOJTHUYECTBY BBIIIOTHEHHBIX
TECTOB Ha BBIABIEeHUE HOcUTeNA. YTOOBl COCTaBUTH
IIOJIHYIO0 KapTUHY, MBIl pacCYUTaIM, 4TO 3a 15 jieT Ha
BOCTOKe BeHeTo 6bU10 IpoBezieHo 6ostee 80 000 TecToB,
B pe3y/ibTaTe KOTOPBIX ObLUIY BBIABIEHBI 82 ITaphbl HOCU-
Tesel 3aboieBaHusA, B TO BpeMs KaK Ha 3amnajie ObLIo
npeznoxeHo 2500 TecToB, KOTOPbIE BBIABUIN 9 map.
KonaecTBO 60BHBIX HOBOPOXK/IEHHBIX OTPAXKaeT 3TH
JlaHHble. Ha cerogHAMHNN IeHb HACUUTBIBAETCA TOYTU
200 TeICAY BBIIIOJHEHHBIX TECTOB.

Ho uyepe3 kakue KaHaJbl TECT, IpeAI0oKeHHbIH [1a-
Zlyel, OCTUT HaceJleHUA U pacinpocTpaHuica? Bompe-
K TOMY, YTO MBI 3HAaeM O TajacCeMUU U O OOJIe3HU
Tes — Cakca, KaMIIaHUM He TIPOBOAUIUCH, He OBLIO
pacmpocTpaHeHUs HHPOPMAIUU B MIKOJIAX O 6oye3-
HU U O PUCKe ee MepeZiadyu, He ObUIO BBHICTYIUIEHUH
roCyZapCTBEHHBIX CAHUTAPHBIX, TPAXKAAHCKUX UIHU
pPeIUTMO3HBIX BaacTel. OpraHsl 3paBOOXpaHeHus He
WMEIOT HUKAKOI'0 OTHOLIEHUA K JAHHOMY fABJIEHUIO.
Ha BocTOke BeHeTO He CyliecTByeT JaXXe CeTU I'eHe-
TUYECKUX KOHCYJIbTAllUN WIN YUYpeXJeHUN, KOTOphIe
HEeKOTOpOoe BpeMs Ha3a/ Ha3blBaJUCh LIeHTpaMU IuUla-
HUPOBAHUS CEMbH, KOTOPBIE€ MOTJIU ObI CITOCOOCTBOBATH
pacrnpocTpaHeHu0 UHGOPMAIIUU O TECTUPOBAHUM.
Kpome Toro, Heo6X0AUMO CKa3aTh, YTO CyNeCTBOBAIU
U Apyrue jabopaTopuu B VTamuu, KOTOPbIE OCYIIECT-
BJISLTU TIOMCK HOCUTEJIe MyKOBUCIIM/I03a, HO TOJIBKO B
BeHeTo pe3ysnbTaT ObLT HACTOIBKO 3HAYUTEIbHBIM, YTO
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IPUBEJ K CyLIeCTBEHHOMY CHMXEHUIO 3a001eBaeMo-
ctu. K coxxaneHuro, He CylecTByeT JaHHBIX JJI TOTO,
9TOOBI YTBEPXK/JATh, ObUI I B BeHeTO mosryyeH TOT ke
pe3y/bTaT B OTHOIIEHUU APYTUX TeHETUIeCKUX 3a00-
neBaHuii. KoneuHo, B Vitanuu 6BLIO0 OTMEYEHO COKpa-
IleHUe cIydaeB cCUHApoMa JlayHa, HO 3/iech pedb HJeT O
IIpeHaTaJbHOMW, a He O ITpe3a4yaTOYHON JUaTHOCTHUKE,
KOTOPas OCYIIEeCTBIAETCA COBCEM MHBIMU CIIOCO6AMM.
A aymaro, uyTo 6yzeT JOTUYHO 3aaTh BOIIPOC: KaKue
KaHaJIbl ObLIN 33/IeHiCTBOBAHBI I TOCTH)KEHUA TAaKUX
pe3yIbpTaToB Ha BocToke BeHeTo? Hanuuue 1abopato-
pHii, CIIOCOOHBIX BBIIIOJHUTH TECT, €r0 IPaKTUIeCKU
OecrutaTHasA ZOCTYIIHOCTh, KOHEYHO, ChIT'PAJH CBOIO
posib. MHOTHE CIUTAIOT, 4TO MHOpMAIKA pacIpocTpa-
HSJIACh HEPaBHOAYIIHBIMU K ITpobyieMe aKyliepamMmu, HO
TOT/Ia IIOJTy4aeTcs, YTO B BeHeTo TaKOBBIX 60JIbIIE, YEM
B OCTaJIbHOU yacTu tanuu.

[To3Bouro cebe mpeIOKUTD Apyroe 0ObsACHEHNE, KO-
TOpOE YIUTHIBAeT poJib Acconnariii Beneto o 6opnbe
C MyKOBUCIIZI030M. JTa accolianusa MIUPOKO IIpes-
CTaBJIeHa Ha BOCTOKe BeHeTo, 6oJbIle, yeM Ha 3ama/e,
Y TIpe/ylaraeT B perroHe psZl MHUIINATUB, OXBATHIBAIO-
IIUX HECKOJIBKO THICAY YesIOBeK exxerogHo. ®opmMaabHO
Accoumanus He 3aHUMAeT [TO3ULIUIO B TIOJIb3Y TeCcTa Ha
BBIABJIEHIIE HOCUTEJISA, HO UT'PaeT Pojb B PacIpoCTpaHe-
HUU nHopMauuu o 6ose3Hn’. Jlymaro, 4To HaceJIeHUIo
BOCTOYHOT'O BeHeTo, [0 UCKIIOYNUTETHHO JIOKATbHBIM
IpUYMHaM, ObUI IIpeflocTaBIeH HeKUii o6beM nHOOP-
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MaI[i¥, KOTOPBIA TTOBBICHI UX OCBEZOMIEHHOCTD O T1a-
Tosoruu. [103TOMy MHOTHE Mapsl IPOCAT WU JIETKO
coTJialaTcs Ha IpeJioXKeHre ITPONTU reHeThYecKoe
TeCTUPOBaHUeE, YTOOBI IPUHSATD PEllIeHUE O POXKAEHUUN
neteii. Bce 370 Haz0 ObI IPOBEPUTH. 3/1€Ch HATIPAIIIBa-
eTcs ellle OUH BOIIPOC: 3aXOTAT JIU Te 3Ke Iapbl IPOUTHU
TeCTUpPOBaHUe Ha HaJIM4Yue JPYyTUX reHeTU4YeCKHX 3a-
6osieBaHUM, WU MYKOBUCIIU/03 SIBJISIETCS TJIABHOU U
€/IMHCTBEHHOI MPUYMHON UX becrokoiicTBa? XopoIio
OBUTIO OBI POBECTU OIPOC CPEAU AKYIIEPOB WIH B3ATh
WHTEPBbIO Y Map, IPOIIeANINX TeCTUpoBaHue. [1oayIuTh
JlaHHBbIe Oy/ZIET He TaK YK CJIOXKHO; CYIIIECTBYeT MHOXKe-
CTBO MCC/IEZI0OBAHUM, OIlEeHUBAIOIINX GaKTOPHI, 00y-
CJIOBJIMBAlOIIYe IPUHATHE WIN OTKa3 OT FeHeTU4eCKOTo
TeCTUPOBaHUA. Bce 3T0 uMesio 661 O0MBIION UHTEPEC U
MOTIJIO OBI TPUBECTH K 0OCYKIEHUIO TEMbI CTIOHTAHHOT'O
pacrpocTpaHeH!s HayYHbIX 3HAHUU Cpeiv HaceleHUA.
CrneoBaTeIbHO, KOCBEHHO MBI IOJIXKHBI 3aTPOHYTh TaKK1e
TeMBI, KaK paclpocTpaHeHNe «reHeTUYeCKOMU IPaMoT-
HOCTH» U «T'€HEeTHU3alrs» 00IecTBa, IO MOBOJY YEro
CylIeCTBYyeT MHOXKECTBO CIIOPOB CPe/il COBPEMEHHBIX
COITMOJIOTOB B 00JIaCTH MEAUIIMHBI, HO, KAXKETCSI, UMU
CWIBHO TIpeHebperatoT B ViTamuu. HaM cTOUT mozymaThb
0 TOM, YTOOBI IPSMO TpeJIaraTh MyOIuKe TeHETHYECKUE
TECTBI, XOTb ATO U ABJIAETCA TPOOIEMOM, HECMOTPS Ha TO
YTO TeMa Cero/[Hs BUTaeT B Bo3/yxe. Mbl JOJKHBI TaKXKe
3aTPOHYTh TEMY «IHOepabHON r'eHETUKU» U COMTOCTA-
BUTD €€ C yIIpaBJieMOl reHEeTUKOM, a TaK)Ke TeMY TOTOo,
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KTO K€ BCe-TaK! J0JDKeH IPUHUMATh pellleHus B CTpa-
TETrUAX HapOAHOU reHeTUYeCKOU MEJULIMHBI: CUCTEMA
roCyZlapCTBEHHOI'O 3/[paBOOXPaHEeHUA, UHAUBU/, WIN
’Ke HeoOXO0ZIMMO TIOyMAaTh O APYTHUX MOZEJISIX, TAKUX KaK
«reHeTU4YecKye COO0IIeCTBax» WIN «KOJUIETHH IPAKIAH»?
O6 5TOM MBI TOTOBOPUM B CJIEAYIOMINX IVIaBax. Bompoc
POAWIICA U3 CPABHEHMS TOT'0, YTO y2Ke OBLIO CKa3aHO PO
MYKOBUCIIHZI03, U TOT'O, YTO ZIO 3TOTO OBLJIO HAIIMCAHO
IIpo TajacceMuto win 6one3ns Tes — Cakca.

Ha BocTOKe BeHeTo mM3-3a cTeuyeHUs OJarompusAT-
HBIX OOCTOSTETBCTB CIOXKUIACH CUTYyallus, KOTOpas
IIpuUBesa K BBICOKOW CIOHTAaHHOMW MOMYJSAPHOCTU Y
HaceJeHUd IeHeTUYeCKOr'o TecTa, IpeJJIoKEHHOT0
yepe3 «HeoUIMATbHBIE» KaHAJBI. MBI 3ajaIUMCS
BOIIPOCOM: OBUIO JIU ITaHHOE SBJIEHUE JE€HCTBUTETHLHO
CIIOHTAaHHBIM U CAMOTEYHBIM, WU e CYLIeCTBYIOT
HEKMe 3aVHTePeCOBaHHbIE CUJIBL, «YIIPABJIABIINE» UM.
U xto 3T0? Hayka? O6imecTBo? CeMbu 60MbHBIX? CH-
cTeMa roCyZlapCTBEHHOTO 3ipaBooxpaHeHuAa? [louemy
MBI JOJDKHBI IesiaTh 3T0? [IoToMy 4TO 60JI€3Hb CTOUT
naeHer? Jlyis OyAyiyux MoKoseHuii? YToObl yMEeHbIIUTh
TSOKECTh HecuacTbs1? YToOBI M36aBUTHCA OT 6011? MBI
He MOXXE€M CKa3aThb, YTO IPOU30LLIO B BeHeTo, ¢ TOY-
KU 3pEHUs PeNpPOAYKTUBHOTO BhIOOpA HaceleHUs.
B fpyrux crpaHax npezioXXeHue TeCTa Ha BhIABIEHUE
HOCUTEJIA MYKOBUCLIZI03a, KOHEYHO, OPUEHTUPOBAHO
Ha [IpeHaTaJbHYI0 AUarHOCTUKY. MBI BXOAVIM B 3I10XY
YTBEPK/JEeHUA NpebIMIUIAHTAllUOHHOU ANAarHOoCTH-
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KA U UCKYCCTBEHHOI'0 OIUIOZOTBOpeHus. /o cux mop
B MTasnu 3TOT MyTh OBLI Iperpa/eH 3HaMeHUTbIM
3akoHoM N2 40, 110 KOTOPOMY, OZTHAKO, MBI HaOTr0[aeM
IOpUUYECKYE TTOCTabMIeHUA.

W nocneguee. PekoMmeHzgaua Toro e AMepruKaHCKO-
I'0 KoJUIe/)Ka aKylIepOB U THHEKOJIOTOB O MTPOXOXKAEeHU!
TeHEeTUYECKOT'O TECTA B IIPeI3aYaTOYHbBIN TepUOZ JTUOO B
COCTOSTHUM OepeMeHHOCTH Ha IIpeIMeT HaJTMIus Haubo-
Jiee pacpoCTpaHeHHBIX MyTallui MyKOBUCITH03a, ObI-
CTPO CITOcOOCTBOBAJIA COKPAIIIEHHIO KOJIMYEeCTBA HOBBIX
60sbHBIX. KOHEYHO, HEJOCTATOYHO MHGOPMHUPOBATD,
HeoOX0UMO MTPeozioieBaTh Oapbephbl, KOTOPHIE MOTYT
OT'PaHUYHUTh JOCTYII K TeCTUpoBaHUio. B CoeiliHEHHBIX
[ITaTax 3TO AenaeTcs MOCPeACTBOM KaMITaHUM I10 CTpa-
XOBaHUI0. B MTamuu sTo MPOUCXOAUT Yepe3 CUCTEMY
MpeIo’KeHUsT 6eCIUIaTHOTO U YIIPOIEHHOT'O IOCTyIIa
K TecTy. iIMeHHO 06 3TOM rOBOPHUJIOCH B OHOM /JIOKY-
MeHTe MITaJIbsSIHCKOTO 06IecTBa 0 MyKOBUCIIUAO3Y
(http://www.sifc.it/), omybimkoBanHoM B 2013 rogy.
[Tpob6ieMbl, CyleCTBYIONIME B HAIlIEH CTPAaHe, BBI3BAHBI
OTCYTCTBHEM HAllMOHAJIBbHOU CAHUTAPHOMN MOJUTUKHU.
B pasHbIX peruoHax JIoAu, pelinuBIlre IPOUTH TIpe-
3a4aTOYHBIA F'eHeTUYeCKUN TEeCT, MOTYT OKa3aThCA B
OYEeHb Pa3HbIX CUTYaLUSIX: OT OECIUIaTHOTO OKa3aHUS
yCIIyTy 0 TpeOOBaHUA IPEAbIBUTH JOPOTOCTOSIUH
TUKeT (TaJIOH Ha YaCTUYHYIO OIJIAaTy MEeAUIMHCKUX
yeayr B tanum), OT He06X0MMOCTH TIPeJOCTaBUTh Ha-
3Ha4YeHUe OT CIIeI[haIrCcTa B 001aCTh TeHETUKHU 10 TIPS
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MoOT0 focTyTa. Kpome TOro, CIOKHOCTh BBI3BIBAET U CAM
o cebe TpoIecc CO3JaHUA CAHUTAPHOW TIOJUTUKU B
OTHOIIIEHUU I'eHETUYECKOT'O TECTUPOBAHUS HOCUTEJIA,
YUYUTBIBasA OTCYTCTBHE OQUIIUATBHBIX IOKyMeHTOB. Eciiu
Ha CUCTEMY rOCyZIapCTBEHHOTO 3[paBOOXPaHEHMs ObLIa
BO3JIO’K€HA OTBETCTBEHHOCTD 32 pellleHue mpobieMbl
TaJacCEMUMU, TO ITO JKE€ CAMOE MOXKHO CKa3aTh M O MY-
KoBucuug03e. OTCyTCTBHE TPABUJI U LIeJIEH — 3TO TOXKE
BBIOOP. MO)XKHO OKa3aTh MpeAroYTeHre TubepasbHON
TeHETHKE, Tl KayK/IbIi MHAVBU/ UIIET MOAXOAAIINHN eMy
MyTh ¥ IPUHUMAET ero CTOUMOCTh. OZHAKO 3TO OyzeT
BBIOOD, HE COBIAJAIOIINY C TPUHITUIIOM JJOCTYITHOCTHU
Y CIIpaBeAJIMBOCTU, KOTOPHIM XapaKTepHU3yeTcs Hallla
CUCTeMa 3/I]paBOOXPaHEHUA.

CepI'IOBVI,D,HOKJ'IeTO‘-IHaﬂ dHEMUA

Ha Onumnuaze 1968 roza B Mexuko Ba aMepUKaHCKUX
JIeTKoaT/eTa MOAHSAINCH HA TTOAUYM MOobeAuTeNel B
3abere Ha 200 MeTpPOB ¢ 30JI0TOW U OPOH30BOY Me/a-
samu. Oto 6butr Tom Cvmurt u /IxkoH Kapiioc. Korza 6601
MOAHAT aMePUKAaHCKUM ¢uiar 1moj 3ByKu TMMHa, 06a
atTeTa OIMyCTWIY TOJIOBBI Y IIOAHAIU CKAThIe KyJIaKU B
YepHBIX epuyaTKax. BO3MOXXHO, OHU CTau JlereHAaMu
cKopee 61aroapsi 3TOMy JKeCTY, YeM CIIOPTUBHBIM /J]0-
CTUXKEHUAM; OTUM OHU KeJlaJy 3aCBUZIETEbCTBOBATh
CBOM MPOTECT IPOTUB AUCKPUMHUHAIIUN YePHOKOXKHUX.
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B AMepuKe MOJTHBIM XOZOM Iia 60pbba 3a rpakJaH-
ckue nnpasa. B 1966 rozy B OkjeHzie, Ha ceBepe IITa-
ta Kanmudopuus, 6puta o6pazoBana [lapTus yepHbIX
nanTep (Black Panther Party) — gBuXeHue B 3aIIUTY
rpakZaHCKUX ITPaB YePHOKOXKETro HaceJeHUs. 4 anpess
1968 roza B Memouice 661 yOUT Ipenofio6HbIN MapTuH
Jlrorep KuHr, muzep ABMKeHU 3a ITpaBa YepPHOKOXKUX U
naypeat HobeneBCcKO¥ MpeMuy MUpa. B 3THX yCIOBUAX
16 mas 1972 roga Puuapg HukcoH, 37-1 mpe3uieHT
CoepgunenHsix lllTaToB AMepuku, nognucan Hanuo-
HaJIbHBIM aKT IO KOHTPOJIIO CEPIIOBUAHOKIETOUHON
anemuu (National Sickle Cell Anemia Control Act)®'.
HUKCOH yTBep)XZaJj, YTO CTpaHa Jo/DKHa Oblia HaBep-
CTaTh yHylleHHOoe B 60pbbe MpOTUB maryoHoU 6osies-
HU, CBOMCTBEHHOM TOJIbKO YePHOKOXXeMY HaceJIeHHIO.
ComnacHo nozacyeTaM, oT 25 g0 50 TeIcAY npe/CcTaBU-
TeJIel 3TOUW pachl ObUTH TTOpaXkeHHI ero. ExxerogHo ¢
CEPIIOBUIHOKJIETOYHOU aHEMUEN POXK/aTach IPUMEPHO
THICSYA JeTel, U MOYTHU Ba MUUTMOHA aMePUKaHIIEB
OBUTN HOCUTEIAMHU, B OCHOBHOM YepHOKOXUe. YacToTa
BCTPEYAEMOCTH JpeNaHoIUTO3a (MU CepIIOBUAHO-
KJIETOYHOUM aHeMUHU) cpeAu adpoaMepUKaHIEB ObLIa
HaMHOT'0 BBIIIIE, YeM MYKOBHCLIH/IO3 Y OeIoro Hacese-
HUS, HO TIPYU 9TOM 00'beéM BHUMAaHUsI, KOTOPOE YAeJIsIN
3THUM IBYM 3a60JI€eBaHUSIM OpPTaHbI 3Z[paBOOXPaHEHUS],
OBUT HECOITOCTABUM, /]a ¥ OCBEJOMJIEHHOCTDb HaceJeHUs
ObLIa IBHO CMeIlleHa B CTOPOHY 6ose3Hu 6enbix. Emre
6osiee BomuoIIEeli OblTa pa3HUILIA B TIOAJEPIKKE UCCIIEN0-
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BaHUM CO CTOPOHBI OOIIECTBEHHBIX U YaCTHBIX POH/IOB.
Accoumanuu, Takue, HallpuMep, Kak Te, YTO 3aHUMa-
JIUCH TIpobieMaMy MYKOBHUCITU/IO3a WU MBIIIEYHON
aucTpoduu, ObUIM B COCTOSTHUM HAIPABJIATH BeCbMa
BHYIINTEJbHBIE CPEACTBA HA HUCClIe[J0OBaHUe ITUX 3a-
6oJsieBaHU, B TO BpeMs KaK /ISl pelleHUs IPOo0IeMbI
CepHOBUAHOKJIETOYHOU aHEMUHU He CyIleCTBOBAJIO HU
OZHOM accouualuu. B utore «CTaTychel» 3TUX HaCIe[-
CTBEHHBIX 3200/IeBaHUH CTAJIU CHUMBOJU3UPOBATH IBA
coobmiecTBa: 60€3HU GETBIX, XOPOIIO U3yYeHHBIE U
y3HaBaeMble, 5JKOHOMUYECKHU XOPOIIO NOoAAepKUBae-
Mble; U 60JIe3HU YEePHBIX, MaprUHAJIbHbBIE, CKPHITHIE,
OTZAaHHbIEe HAa OTKYIl YePHOKOXKeMY HaCeJIeHUIO.

U Bce ke ceplOBU/IHOKJIETOYHASA aHEMUS OYeHb pac-
MIpOCTpaHeHa B MUPE U MMeEET CXO)KHe YepPTHI ¢ Tajac-
cemMuel. OTH Ba 3a60eBaHUS KPOBU BHI3BIBAIOTCS
MyTalMsMM B T€HaX, PEryJIUPYIOIINX CUHTE3 TreMOIJIO-
O6uHa, MPOTENHA, COAEPKAIIEr0Cs B 3PUTPOIUTAX U He-
006X0ZIMMOTO JIJIST TIepeHOoca KUCI0Poaa K TKaHAM, TO
€CTb UMEIOIIET0 JKU3HEHHO BayKHYI0 QYHKITHIO. JIpyToii
UX 00IIIel XapaKTEPUCTUKOMU SBJIIETCS TO, YTO OHU 00a
JIeNIat0T HOCUTEIS 60ojiee YCTOMYUBBIM K Ma/IApUH. TaKuM
06pa3oM, KaK U B CIyJae ¢ TasacceMueid, HOCUTENb cep-
ITOBUIHOKJIETOYHOM aHEMHHU UCIIBITHIBAET CEJIEKTHBHOE
JlaBJieHre U BbDKUBAET B 30HAX, KUIIAINX KOMapamu,
KOTOPBIE ITePEeHOCAT I1a3moauu Massipuu (Plasmodium
malariae). Ho ouarom ceprnoBUJHOKJIETOUHOU aHEMUU
sBisetcsa YepHasa Cybcaxapckass Appurka, B KOTOpPOH
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60J1e3Hb IPUCYTCTBYET HE PAaBHOMEPHO, a JOCTATOYHO
IIMPOKO paclipesie/ieHa, BCTPeYaeTCsl y Pa3IMIHbIX HapO-
JIOB ¥ IO/l pa3HbIMM Ha3BaHUAMU. biarozaps npudyzam
T€HETHKU CYIIeCTBYIOT TAK)Ke JIeTKKe GOPMBI CEPIIOBU/I-
HOKJIETOYHOU aHeMUH, Ipeobagamimue B CeHerare,
re xapakTep 60Jye3HU MpruobpeTaeT 0cobbie GOPMEI,
COIVIaCHO MCC/IEJOBAaHUAM MEAUIIMHCKOTO aHTPOIIOJIOTa
Jyansr OyaBum.

Huxkcon TOBOPWJI:

«MHoOrue OoT Hee YMUPAIKOT NpexJeBpeMeHHO]...].
B deBpasie 1971 roga A noggep:kasn npeaioxeHue o
TOM, YTOOBI AIMUHUCTPAIIVS IIEPeCMOTpesa OTHOIIIEHHE
K 3TOU UTHOPUPYEeMOH /10 cUX 1op 6ose3Hu. S BbIge I
10 MWUIMOHOB []0/I7IapOB HA IPMMEHEeHHe COOTBETCTBY-
IOIIUX IporpaMM B 1972 rozy, cymMa B IeCATh pas mpe-
BBILIAE€T CYMMY, BBIZIEJIEHHYIO Ha 9TU Lieau B 1971 roxy
[...]. DTa nudpa OyzeT yBeaudeHa o 15 MWITHOHOB B
1973 r. u 3adukcupoBaHa B HaumoHanbHOM aKTe IO
KOHTPOJIIO CEPIIOBUHOKIETOYHOU aHEMUU, KOTOPHIH
celfyac NoAIMceIBam [...].  cunraro, 4To 3TH AEHCTBUA
IIOATBEPKAAIOT HEOTIOXKHOCTh, C KOTOPOM 3Ta CTpaHa
06s13yeTca 06JIeTYUTh CTPAlaHUsA, IPUYMHIAEMBIe 60-
JIE3HBIO».

OCHOBHbIE MepHbI COCTOSUIN B TPOrpaMMax CKpUHUHTA,
MHGOPMUPOBAHUY U NTPOCBEIIEHUH, B CTUMYIMPOBAaHUU
HICCJIeZIOBAHUH B TIEIAX JUATHOCTUKY, B MEAUIIMTHCKOM
006CIyKUBAaHUU Y KOHTPOJIE CEPIIOBUAHOKIETOUHOMN
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aHeMuu. bopbba ¢ 60JIe3HBIO0 OCYIIECTBIIAIACH TAKKe
U TIOCPeJCTBOM MTPOUIAKTHUKY U TIOMCKA HOCUTEIEH.
[Tporpamma TpaHchopMUpOBajIach B 3aKOH, M BO MHO-
rux yactax CoeguHeHHBIX IIITaToOB ITOMCK HOCUTeIEH
CpeAul YePHOKOXKUX CTal 00513aTeTbHBIM. VICTOPUK B
obiactu MeauIIMHBI KelT Baimy MOCBATHUI OHO U3
CBOUX MCCJIEZIOBAHUM CBA3U MY IPEaHOIIMTO30M U
PACOBBIMU aCIlIeKTaMU 3J0POBbs, [IPOAHAIU3UPOBAB POCT
OCBeIOMJIEHHOCTH U Pa3BUTHE MeIUITUHEI B Memdrice,
ropozie 6;1103a>%. B ucciaeoBaHUM OH OTIHMCHIBAET TeC-
HYIO CBSI3b MEX/Y «pacoii» v 00yie3HbI0. YepHOKOKEMY
HaceJeHUIO0 0BT XOPOIIO 3HAKOMBI PUCTYTIBI 60U,
MIpUYMHSEMbIe 60JIe3HbIO, KOT/Ia SPUTPOIUTHI 3aKyTIO-
PHBAOT caMble TOHKHE BEHBI, UM TaK)Ke ObLIO XOPOIIIO
M3BECTHO O CKOPOIIOCTKHOW cMepTH. bosie3Hb ObLia
YaCThIO UX KYJIBTYPBl HACTOJIBKO, YTO I10 IIPOLIECTBUU
JIeCATWIETHH OHa Mpuobpesa MOJTUTUKO-3THUYECKUH
XapaKTep W, HaKOHell, OblIa BKJIFOYeHa B IIPOTpaMMy
Yepueimu nantepamu. C 1960-x rozos [lapTusa 4epHBIX
nmaHTep 60posIach 3a CaMOOPTaHU3ALIUIO ¥ CAMO3AIIUTY
YEepHOKOXKMX, OHa co3zajia GopMbl MEAUIITMHCKOTO 00-
CJTy’KUBaHUs, KOTOPbIE BKJIFOYAIM CKPUHUHT U 0bcJie-
ZI0OBaHMe Ha IIpeAMeT Halnuud ApenaHonurosa. JyaHa
OynIBWLIN MMOAYEPKUBAIA BAXKHOCTh CBOEOOPA3HOI ca-
MOOpraHu3anuy B 60pbbe 3a Mpu3HaHue 3ab0IeBaHus,
OTJIMYAIOIIIENCA OT pacIIpoOCTPaHEHHOM B IPYyTUX 3ama/-
HBIX CTPaHaxX TeH/JEHILUU CO34aBaTh aCCOLMALIUU KaK
crocob MOOMIM3aIHY, CBOHCTBEHHOM CpeZIHEMY KIaccy.
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[TpocTo cpesy YepHOKOKEro HaceeH!s CpeJHUM K1ace
6bU1 c1ab0 IpezcTaBIeH, K TOMY K€ OH IT0/BepTrajics
Hara/KkaM CO CTOPOHBI BOMHCTBYIOIINX I'PYTIIL, KOTOPHIE
B 60-70-e rozbl BOCIIpUHMMAJY er0 KaK UHCTPYMEHT
6esoro ob1ecTBa A1 KOHTPOJIA HaJ YepHBIM. Kak MBI
YBUZMM U3 CIEYIOIINX I71aB, 00 beANHEHN BOKPYT He-
KOTODBIX O0JIe3HEN, TAKUX KaK MyKOBUCIIHZIO3 WIU F'eHe-
THUYeCKre MBIIIeYHbIe 3a00IeBaHNA, UMeJH COLaIbHOe
HayasIo ¥ caMble pa3Hble OPTaHU3aI[MOHHBIE GOPMBI,
OCHOBBIBAJIMICh HA MOOMIM3AIU 0Opa30BaHHBIX CJIOEB
HaceJleH!A U BJIWUIN Ha YIeHbIX U ITOJIMTHUKOB, I001Ba-
ACh IPUHATHUA CAHUTAPHBIX Mep U 33/]aBasi HallpaB/ieHHe
HCC/IeZIOBAaHUAM.

Hauatas B CoeguHeHHbIX lllTaTax HaliuoHaAbHasA
mporpamma o 60pb0oe ¢ CepIOBUIHOKIETOYHON aHEMHU-
eli ObLIa MMOJIMTUYECKUM pPellleHeM U IIPUIILIA «CBEPXY»,
MIOATAIKUBaeMas He0OXOAMMOCTBIO «UTO-TO CeIaTh JJIsS
YEPHOKOXKEro HacelIeHUs», YTOOBI BCTYITUTh B 60phOY €
60J1€3HBI0, KOTOpas I0 CHX ITOP OcTaBajach 6e3 BHUMa-
HUA 110 OUEBUAHBIM PacOBBIM IpuurHaM. OTCroza IOIUIN
O’KUBJIEHHBIE TTOJIMTUYECKUE IIPEHUA: CTOJIKHOBEHUE
IIPOTHBOIIOJIOXKHBIX B3IVISIZIOB IEMOKPATOB U PeCITyOJIHr-
KaHIIEB O JIOCTYIIe K JIEYeHUIO, O POJIU 3ZipaBOOXPaHEHNs,
IIO3ULIMM CTOPOHHUKOB IIPE3yMIIIIMM BUHOBHOCTHU 110
IIOBOZY TOTO, KaK BBUICYUTh YEPHOKOXXUX, U OIIOPTY-
HUCTOB, 3a00TUBIINXCS O TOM, KaK MTOJyYUTh UX F0JIOCA,
He MTOTePsIB IPaBBIX OesbIX. Ho /111 WieHOB YePHBIX IBU-
*KeHUl 60sie3Hb cTajsa GaKTOPOM UAEHTUIHOCTH U OT-
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CTauBaHUS CBOUX IIPAB; OH CITOCOOCTBOBAJ CTUXUHHOMY
CO3JaHUI0 MEAUITMHCKOM opranu3anuu. Kak ropopurcs
B 3asBJIEHUAX YEePHBIX MTAHTED, YEPHOKOXKKE BHIHYK/IE-
HBI OBUTM B3ATh B CBOU PYKU COOCTBEHHBIE TTPOOIEMBI
U JIEYUTDb CBOM TeJa, «IIPUHAJIEKAIIE PEBOTIOIUL».
3aberas BHIepes, OTMeYy, YTO B JaHHOM CJIydyae pedb
nuzet 06 ocobom peHOMEHE «OUOCOITUATBHOCTH», KOT/Ia
reHeTUYeCKUH MPU3HaK, CBA3aHHBIM C TS)KEJOU IaTo-
JIOTUEHN, CTAHOBUTCS paKTOPOM 0O0beMHEHUS CO00IIIe-
ctBa. Ho conmanbHas opraHu3aIius TOro, YTo U3 3TOro
MIOJTyYHJIOCh, UMeJIa COBCEM MHOE BhIpajkeHHE, YeM TO,
YTO MPOUCXOAWIO IIPUMEPHO B T€ JKe TOABI C 60JIe3HBIO
Tesa — Caxkca y eBpeeB-alllKeHa30B.

Bri60op npe3nzeHTa HUKCOHA U MATEXKHBIE IBIDKEHUSA
YEepHOKO)Xero HaceJeH!s He ObUIN CTy4aliHbIM COBIIA-
ZeHreM. CTONIKHYBILIKCD C COIIMAIbHBIMU BOJIHEHUAMU,
C IBMDKEHUEM 3a paBHbBIE JOCTOMHCTBA U IIpaBa, JaxKe
aIMIHUCTPAIUS OCO3HAJA, YTO /0DKHA ObUIa YTO-TO
czenaTh. Heob6xoauM ObUT OTBET CUCTEMBI 3/IpaBOOXPa-
HEHUs, KOTOpas MeH:AJIA CBOIO CTPYKTYPY HE TOJIBKO B
CBSI3U C IPU3HAHMEM IIPaB YePHOKOXKUX, HO U YTOOBI
BO3MECTUTDb UM y1iepb, 6eCCOBECTHO HAHOCUMBIH elrle
J10 HeIJaBHUX T10D.

B 1972 rozy 3aKoHUWICA KpaiiHe BaXKHBIN «HAyYHbII»
dKCIIepUMEHT, M3BeCTHBIN Kak VccenoBanue cuduirca
Tackuru (Tuskegee Syphilis Experiment), mpoBoANMBIH B
Anabame>* — 1mrare Ha fore CIIIA, rie 60bHBIE CUGIUTH-
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COM JIFOZI1 HAXOVUIKCh 10/, MEIUITMHCKUM HaO/TIOIeHUEM,
HO K HUM He TIPUMEHSIOCH JieueHe JIeKapCTBEHHBIMU
cpeacTBaMU, YTOOBI HabIIOaTh «€CTECTBEHHOE pas-
BUTHE OOJIE3HU» U BBIACHUTD, KAKOU OyZIeT 3BOJIONUA
3a00JIeBaHUsA, €CJTU HE MOJBEPTaTh €r0 COOTBETCTBYIO-
meMy $papMaKoJIOTMYeCKOMY JieueHHI0. DTOT ITO30PHBIH
SKCIIEPUMEHT ITPOBOWJICS TIOZ TUA0M CIIYKOBI 001I1e-
cTBeHHOro 3ApaBooxpaHeHusa CHIA u gauica 40 et
C 1IeJIbI0 HabJIoIeHYs 3a pa3BUTHEM HHbeKIUU. [l
y4acTHs B HEM OTOOpaIM MTOJOTBITHBIX Cpeairt 6eTHOTO
ZlepeBEeHCKOT0 YepHOKOXKEero HacejleHUs okpyra Meii-
KOH. VcceioBaHUe TTPOJ0/IKAJIOCh, JaXKe KOTZIa CTajlo
HM3BECTHO, YTO cyllecTByeT 3 PekTrBHOE eveHre. Cu-
dwirc meeT o4eBUIHbIE STUYECKHE U CUMBOINYECKIE
MIPU3HAKKU — CMeCh pPa3BpallleHHOCTH, Oe3HPaBCTBEHHO-
CTU U1 6eZTHOCTHU, COIIMATBHBIN U GU3NUECKUH YTIaJ0K, —
KOTOpPHIE OIpaBABIBAIN, COTJIACHO IpeobafaroniuM
MIpe/ICTaBJIEHUAM TOU STIOXU, MEAUKO-OMOIOTUYECKUI
SKCIIEPUMEHT Ha/l HaceJleHreM, He MMEeBIINM KYJIbTYPHBIX
Y 5KOHOMUYECKUX PECYPCOB, YUTOOBI TPOTUBUTHCS STOMY.
CepnoBUZHOKJIETOYHAS aHEMUS, KOHEUHO, He UMeJa
TaKOT'0 XK€ CUMBOJIMYECKOT'O 3HaYeHUs, KaK CUPIHC,
HO B 1960-x rogjax Hayasa MposBIATHCA ee COlaTbHas
BuZnMOCTb. OHa Mpe/CTaB/IsIeT UHTEPEC, B TOM YMCIIe
JUIST YIEHBIX, YbeH 11eJIbI0 OBUIO MPOJAEMOHCTPUPOBATH
MIPaKTUYECKYIO BAYKHOCTh JTAOOPAaTOPHBIX UCC/IETOBAHUH,
KOTOpbIe HAUMHAIN MEHATh UCTOPUIO MEeUIIMHBI, HAYHU-
Hasl C IOHATHS «MOJIEKY/ISIPHOM OOJIE3HM».
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[TapTusa yepHbIX MaHTep yupeauna oz vcciesno-
BaHUA cepHoBUAHOKIeTOYHOU aHemuu (Sickle-cell
Anemia Research Foundation), yrBep:aas, 4To oc-
BeZIOMJIEHHOCTh O Oosie3HU, 6opbba 3a ee mpeayIpe-
KAeHUe, JedeHWe WU YyCTpaHeHUe JOJIKHBI ObLIN
WHUIIMUPOBATHCSA MEAUIIMHCKON caMOOpTaHU3aIlu-
eil. AKTUBUCTBI MTAPTUU MPUHSIN MEPHI TI0 CO3JIaHUIO
MIYHKTOB 3ab0pa KPOBU /I BHIABJIEHUS OOJBHBIX U
HocuTesel. YepHble TaHTEePhl CYUTATH, OYATO ITPaBU-
TeabcTBO CIIIA zenaio Maao Win HUJero He Jeaajo A1
MIPOABIKEHUS UCCIeIOBaHUM U TPOQWIAKTUKY Jiperia-
HOITUTO3a WIH APYTUX 3ab0ieBaHNM, 0COOEHHO CHIIBHO
nmopakaBIIMX appoaMepUKaHCKOe HaceJleHue, TaKUX
Kak AuabeT WK MOoBHIIIIeHHOe AaBneHue. PoH cep-
MTOBUIHOKJIETOYHOUM aHEMUH TIPEOCTABIISII TeHeTHYe-
CKYIO KOHCYJIBTAIUIO 1JIs TepeCMOTPa SMUJeMUOJIOTUU
3abosieBaHUsA U CTABWI Tepe/ COOO0H 1eTb COKPAaTUTh
3ab01€eBaeMOCTb, CZIeJIaB TECT JJIsI BCeX YePHOKOXKUX
6ecruiaTHEIM>®. KOHEYHO, TaKWe CTUXUIHBIE MEDHI IT0-
BJIUSLTY Ha pellleHye TTpe3n/IeHTa 10 CTUMYJIUPOBAHUIO
KaMITaHUU IIPOTUB 3TOM O0IEe3HM.

Pl y4eHBIX-COIIMOIOrOB 06CyXAanu U bosee CIOXK-
HOe€ fABJIEHNE, CO3/aBleecd BOKPYT JPENaHOoIuTO3a B
70-x rogax B CIIIA, KOTOpoe XOpouLIo OOBACHAET, KaK
60s1e3Hb MOXKeT NTPOABUTD cebs B COIIMAIbHOM IUIaHe,
JOOUBIINCH CBOETO IIMPOKOI'0 MPU3HAHUA U BBINAA
Y3 UCKJIIOUUTENIbHO MEAUIIMHCKON U OMOIOTHYECKOMN
cdepsl. Besoe 1 uepHOe HaceseHre OBLIIO OCBEJOMIEHO
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0 Hel pasHbIMU CcrIocob6aMu. 3HAMEHUTHIM B TO BpPeMS
cran opubM Cuznu [TyaTbe «Terutbiil ;ekabpb» (A Warm
September), r1aBHasA reporUHSA KOTOPOro OoJbHA cep-
IIOBUAHOKJIETOYHOM aHeMHel. Ha TejleBHeHUU BBIXO-
AWIY TIepeiauyl, pacCKa3blBaBIIMe O JIIOJAX, UMEBIINX
3Ty 00JIe3Hb, CIOPTCMEHAX C MUPOBOM U3BECTHOCTHIO,
3asBJIABIINX O TOM, YTO OHU OOJIbHBI WIH ABJISIOTCA HO-
CUTEJIIMM, PACCKA3bIBABIIMX O CBOEU )KU3HU U JIEUEHUH,
MIPU3BIBABIIUX K CO3/IaHUIO accoruanuii u GoH10B. Ecre-
CTBEHHO, BCET/]a 3TO ObUTH YEPHOKOXKUE MTPECTABUTEIH.
VIX BBICTYTIIEHUS OBUTH 3PETUIITHBIMU U TPOTATeTbHBIMH,
a OMOILIMOHAJIbHO OKpAllleHOe 3peullle IIPOU3BOLUT
CWIbHBIN 3 dEKT.

JlaBaiiTe pacmpum rosie 3peHus. Bo BpemeHa pabo-
BJIa/IE/IBUECKOTO CTPOSI TEJIO HETpa IEHWIOCh KaK CUJTb-
HOe, BEIHOCJIBOE, TIOZXOZAIIee 111 paboThI Ha XJIOTKO-
BBIX ITOJISIX, CIOCOOHOE TIEPEHOCUTD HarpPy3KH, KOTOPHIE
OeJTbIi YesToBeK He CMOT ObI TeprieTh. [Tocte amoxu pab-
CTBa, C yBeJINYEHHEM KOJMYECTBa 6eJHOT'0 TOPOZCKOTO
JepHOKO)Kero HaceJleH!s, He 33/1efiCTBOBAHHOTO B IIPO-
MBIIIEHHBIX TIPOIleccax, Telo adppoaMepUKaHIa CTalo
acCOLIMMPOBATHCS C HUIETOM, JereHepaleii, Mapru-
Hasm3arye. C MosiBIeHUeM acCOLMAINI YePHOKOXKUX
TEJI0 CTAHOBWIOCh MHCTPYMEHTOM BO3Me3ZIns, a cama 60-
JIe3Hb — JJIEMEHTOM W/IeHTUYHOCTH Y OT/IYUS OT 6eJto-
ro HacesleHuA. OTCI0ZIa U CBA3b C KAPTUHKOU ABYX adpo-
aMepUKaHCKUX aT/IeTOB C TIOAHATHIMU CKATHIMU B KyJIaK
pyKaMu HalIPOTHB aMePUKAHCKOT0 ¢iara B IIOAEPKKY
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[BI>XeHUA YepHbIX TaHTeP, IOMyIAPU3UPYIOLINX Cpeu
YepPHOKOXKero HaceJeHUs 3HaHUA 00 UCKIIOUUTENbHO
ux 6ose3Hu. OHAKO OCHOBA 3THUYECKOH ITaTOJOTUU
ZIOBOJIBHO HETIPOYHA U He Oy/ieT UMeTh IT0CJIeICTBUH, T10-
CKOJIbKY cpeZiul adppoaMepUKaHCKOT0 HaceJeHNs O4eHb
pacIipocTpaHeHBl U TSOKeJIbl U IpyTHe 3aboieBaHud, Kak,
HaIpyMep, paK Ipe/cTaTelbHON XKeJle3bl U TOBBILIEHHOEe
naBnenue. Jlo cux Iop He pelleHa rpobieMa 3aKOHHO-
CTU 3THOT€HeTUYeCKOU MeAUIIUHBI, KOTOpasa PUCKYeT
OBITH 3aKJIeiiMeHHON. CepIIOBUIHOKIETOYHAA aHEMUS
6bUIa BaKHBIM IPUMEPOM 3THOIIATOIOTUN. HekoTopkle
VICCIIeZIOBAHMSA, KaK IPOoZieMOHCTprpoBa MenbOypH Tan-
nep°® ¢ 20-x mo 50-e rT., 00HAPYXWIU B 3TOH O0JIE3HU U
B COCTOSTHUY HOCUTEJIA CJlIe/, IeTeHepaluy, CBA3aHHbIN,
IJTaBHBIM 00pa3oM, ¢ IPUHA/JIEXXHOCTHIO K HETPOUAHOMN
pace. bosee Toro, HaIMuMe CEPIIOBUAHOTO SPUTPOLIMTA B
KpOBU 6eJIoro yesoBeKa yKa3blBajIo Ha CMelleHue, IyCTh
Y CpeZIU JAJIEKUX MTPEAKOB, «U€PHOM» U «OeJI0i» KPOBU U
CUYUTAIOCh IPU3HAKOM HEYMCTOTHL. Kak moguepkuBaroT
KPYIIHblE MEAAMKNA aMePUKAHCKOM KOHCTUTYLIMOHAIb-
Hol mkosbl /I. Baysp u JI. /Ixx. ®uniep®’, cMepTHOCTb,
BBI3bIBaeMas OOJIE3HBIO, HAMIMYKeE IPKO BbIPAKEHHOM
aHEMWH U IIPOYME CTUTMAaThI ABJIAINCE HE YEM UHBIM,
KaK IIPM3HAKOM JIpelaHoLNTO3a® U «ereHepaTUBHOIO
COCTOAIHMA», KOTOPOE€ COKpPAlaJo COIIPOTUBIAEMOCTD
Y CITOCOOHOCTD K aZlalTaIuu.

TakuMm o6pa3om, 1o psALY IPUYHUH CepIIOBUIHOKIIE-
TOYHAsA aHeMUA NIPeJCTaBAAeT OYeHb OONbIION Ha-
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YYHBIM, KYJBTYPHBIN U aHTPOIOJOTUYECKUN UHTepec
Y TOUKy cOopa HEOJHOPOAHBIX ABIEHUHN, COBIIa/[eHUE
KOTOPBIX CIIPOBOIIUPOBAJIO Pa3BUTHE CJIOXKHOTO ClIie-
Hapusd, IZie NepemeTalTcsa HaydyHasd, coljuaabHasa U
MeJUIIMHCKas UcTopuu. bone3Hb OblIa 3aBe3eHa U3
Adpuku BMecTe ¢ pabCTBOM U BeKaMU OCTaBajlach B
npeziesiax OTHOU STHUYECKOU I'PYIIIbI, Oyydy CBsA3aH-
HOU C TeHeTUKOU. bosie3Hb BeI3bIBajIa HU3KUI UHTEpeC
y 6eJbIX U KpaliHe peZiKo ymoMuHanack. OHa 6bL1a Ha-
y4HO onucaHa nocie 1910 roga y appoaMepuKkaHCKUX
manyeHToB. besble ee OTKPHUIH, B TO BpeMs KaK YepHbIe
3HaJIU O Hell Bcerzia. OTo ObLIa IepBas «MOJIEeKy/IApHasi»
60J1e3Hb, BHIABIEHHAA UCCIEAOBAHUAMU CTPYKTYPHI
remoriobuHa JlaiiHyca [TonmHra, ofHOTO U3 Hauboee
IIpOCBelleHHBIX YMOB XX Beka, ABaXkAbl jaypeaTa Ho-
6ey1leBCKOM TpeMUMU: 110 XUMUU (B OpUTHHAIe — II0 Me-
aunuHe. — [Ipumeu. nep.) ¥ IpeMUU MUpa. XUMUK 10
obpa3zoBaHmio, [ToJIMHT UHTEPECOBAJICA CBOUCTBAMU
reMorIoOMHa U YCTAaHOBUJI OUOXUMUYeCKUl JedeKT
CepIIOBHU/HOKJIETOUHON aHeMUU. JTO OblIa KOHIlel-
TyasJbHas peBoolyA B MeAulinHe. C Tex Mop omnpe/e-
JieHue 60JIe3HEN C MOJIEKY/ISIPHOM TOUYKY 3PEHUS CTAJIO
ob6s3aTebHBIM. B ciydyae ¢ ceplmoBUAHOKJIETOYHOMN
aHeMuel ObLUIO BBIABJIEHO CTPYKTYPHOE IIOBPEX/eH1e
reMorno6rHa, U3 KOTOPOTO BHITEKAJ PAJ IIPOIECCOB,
MPOUCXOJAANINX B SPUTPOIUTE U BHI3BIBAIOIINUX €TI0
nedpopmanuio, fenasa ero 6osee JKeCTKUM U XPYITKUM.
Crasio BO3MOXXHBIM OOBACHUTD BCE Pa3pyLINTETbHBIE
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KJIMHUYECKUE SBJIEHUSA, XapaKTepU3yolre 00Je3Hb,
dyHKI[EH Wb OHOM MOJIEKYJIBI, ¥ KOT/Z]a ObLTH yCTa-
HOBJIEHBI T€HbI, KOHTPOJIUPYIOIINE CUHTE3 IreMOII00U-
Ha, TOrJa OBUTH ONKCAHbI T€HETUYECKEe MeXaHU3MBbI
Y pa3jinuHble MPOABJIEHUA CePIIOBUAHOKIETOYHOU
aHeMUU Ha YPOBHe UHAUBU/AYyMa U HaceJeHUA.

TpeboBaHue 0 GUHAHCUPOBAHUY UCCIETOBAHUA STOU
60s1e3HM B 70-X To1ax OBUIO HAYYHOU HEOOXOAUMOCTBIO:
3TO CIIOCOOCTBOBAJIO PA3BUTHIO HOBOM MEAUIIMHBI, OCHO-
BBI KOTOPOM Ha 3TOT pa3 ObUTH JIOCTATOYHO MPOYHBIMU.
CeproBUIHOK/IETOYHAS aHEMHUSI CTAHOBUIACh MO/IEJTBIO,
00beINHABIIEN T€HETUKY, MOJIEKYIAPHYIO MEAUIIUHY
U colfhaibHOE BUeH e, Terepb UMeJICS I0CTaTOYHBIN
HabOp 3HAHUU 0 Hel, YTOOBI TPOCBENATh, BO3/IEHCTBO-
BaTh U pa3pabaThiBaTh MeTOAbI TpodUIaKTUKU. Kak
U B cay4ae c TajacceMueii u 6onesnrro Tes — Cakca,
B [IEpUOJ, KOT/Ia ellle He CyIeCTBOBAIO TeHETUIECKOH
JVaTHOCTUKYU, UMEHHO UAeHTUUKAIUA aHOMAIUHN y
3/IOPOBBIX HOCUTEJIEH, He UMEBIIUX CUMITTOMOB, TI03BO-
JisIa IPEeZIOTBPATUTD HaC/IeICTBEHHYIO Tlepeiady 3aboste-
BaHuA. CUHTE3 reMoIIob1Ha — 3TO CJIOXKHOE ABJIEHUE,
KOHTPOJINPYEMOE HeJIBIM PSIZIOM T€HOB, TI0O3TOMY Hapy-
ImeHue paboTOCIIOCOOHOCTH HEKOTOPHIX M3 HUX MOXKET
OBITH KOMITIEHCUPOBAHO APYTUMH, KaK 3TO IPOUCXOJUT
Y 3I0pOBOTO HOCHUTEJIS. VI3yuyeHre SPUTPOIIUTOB I0-
3BOJIAET PACIIO3HATh HOcuTeNel. Ho Heo6XxoAnuMO OBLIO
ybeuTh YepHOKO)Kee HaceJeHUe MTPOUTH TeCT. Bbuto
3aITyIeHO HeCKOJIbKO IporpaMM: IiepBasi — B Maccauy-
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ceTce, I7le TaKOe TECTUPOBAHUE ObLIO 00513aTETbHBIM /IS
JileTell, mpexx/ie YeM OHU MOIJIM ITOMTHU B LIKOy. JIpyrue
MIPOTPaMMBbI, IPOBOAUMBIE B PA3HBIX IIITAaTax, ObUIU Ipe-
PBaHbBI, TOCKOJIBKY pUHAHCUPOBaHUE 00eCIIeYNBaIOCh
TOJIBKO B CJIy4ae ZO0OPOBOIBLHOTO MPOXOXK/AEHUS TECTA.
B HEKOTOPBIX C/Tydasax MpPoBepKa OCYIIeCTBIANIACE JaXKe
6e3 comiacys TeCTUPyeMOro. B ofHUX ciTydasx mporpam-
Ma ObUTa HampaBjieHa Ha JeTel IIKOJIbHOTO BO3PacTa,
B IPYTHX — Ha MOJIOZBIX JIFOZIE, TOTOBSIINXCSA BCTYTIUTD
B Opak. B HEKOTOpPBIX IITAaTaxX OTKA3 OT MPOXOXKAEHUS
TeCTUPOBAHUA HaKasblBajicA MTpadpoM, B IPyTUX —
HeIlpeZoCTaBJIeHUueM MOJIOZ0KeHaM OIIadYhuBaeMOoro
OTIyCKa.

CepnOBUIHOKJIETOUHAA aHEMUA CTajla IPUMEPOM
HeyZla4Y¥ IOJIUTUKY TeHETUYeCKOro CKpUHUHTA. Byzy4an
CJIMIIIKOM TeCHO CBA3aHHOM C PACHCTCKUM OTHOILIEHUEM,
OHa paccMaTpuBagach OOJBIIMHCTBOM Y€PHOKOXKETO
HaceJeHUsI AMepUKU KaK odyepeZHas MOIBITKA JHC-
KpUMMHAIMN. MeAUIIMHCKOe BMenIaTelbCTBO YepHbIX
maHTep OBUIO POOKUM M MOJTUTU3UPOBAHHBIM, YTOOBI
UMeTb OOIIUPHBIN U AMUTENbHBIN 3 deKT. JIoKkanbHbIE
cTpaTeruu 6bUTH HEOZHOPOAHBIMU U IPOTUBOPEYNBEIMU.
OHMU He PeIOCTABJISIM HUKAKUX PealbHbIX BO3MOXXHO-
CTel HOCUTEJIAM, TIOCKOJIBKY 3TO OBUIO BPeMsI MOII[HOTO
IPOTUBOCTOAHUA abopTaM. JJaHHBIN TIpUMep MHOTO0e
TOBOPUT HAM O PUCKaX 3THUYECKOU «reHeTU3aluu» 1
0 TIOCJIeZICTBUAX TEXHOKPATUIECKOU KY/IBTYPHI, paclie-
HHBaeMOU KaK IIOBEPXHOCTHAA U aHTarOHUCTUYECKasd.
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[lyTewecTBus K 6one3HK

ECTh 4TO-TO Maruveckoe B IyTENIECTBUAX B IMOUCKAX
reHetuvyeckux sabosesanuii. IToesgxu Viasl BeIHKYU U
CunbBeCTPOHU B PAaWiOHBI AETbTH peku o, myTele-
CTBUA B TIOMCKaX O60s1e3HU [eHTUHT'TOHA 110 BeHecyarte,
obcenoBanue beaynHoB ABUazZioM Patlem miu paboTa
BepHazeTT Mozeul ¢ makucTaHllaMUu B AHITINU — BCE
3TO CIIOCOOCTBYET YCTAHOBJIEHUIO TITYOOKOM CBS3U C
HapOZlaMU U UX KYJIbTYPaMH, TIOCKOJIbKY /IS U3y4eHUS
60s1e3Heli Opaach He TOJIBKO KPOBb, HO UTO-TO OOJIbIIIEE:
JIIOIA TIPOTATHUBAIM PYKY MCCIeoBaTENI0, KaK OyaTO
IIPOCSI €TI0 OTHICKATD AbSIBOJIA B UX TeJIE.

Vna Beanku CUIbBeCTPOHU NUILET ?:

«B 1946 rogy Havascs [...] ZJTMHHBIN ce30H paboT
B mpoBuHIuU Peppapa. [...] Heobxoanumo ObLI0 CaZiuTh-
cs B Ioe3/], 00IIaThCs C aIMUHUCTPAIIUEH, C HAPOJOM,
HAYWHATh MPOrPAaMMbl CKPUHUHTA HaceJleHuUs.

[...] Hammu vicctefoBaHusA, TAKUM 0Opa3oM, IOCTUTIN
YeTKUX W BaXKHBIX IleJlel: HaXoXKAeHe O4eHb IIPOCTO-
ro U OBICTPOTO CpeZicTBa 0OHAPYKEHUS MUKPOIIUTO-
3a; OKOHYaTeJbHasA JeMOHCTpAaIUA HacaeCTBEHHOTO
MeXaHu3Ma, [...] BO3MOXXHOCTb PaHHEUN JUAarHOCTUKU
3abos1eBaHUs, YBEPEHHOCTb B BO3MOXKHOCTHU IIPEOT-
BpalleHus1 60JIe3HU ITyTeM U30eraHus 3a4aThsa pebeHKa
y ABYX OOJIbHBIX MUKPOILIMTO30M JIFOZIEMA.
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B nmouckax ouaros Mukponurosa B Urtanuu [...]
B 40-50-X I'T. MBI CMOTJIK OOPHUCOBATh reorpadpuIecKyro
KapTy MUKpo1uTo3a B Mtanuu. [...] B 1946 r. mbl Hava-
JIM KaMIIaHWU 10 CKPUHUHTY B pa3HbIX pernoHax Ura-
sud. [...] ABrycT 1948 roza ObUT MOJTHOCTDIO ITOCBAIIEH
MepBOH Hccae0BaTeIbCKOM KaMaHuU Ha CULIUINH,
[rme], ogHako, HaM He OBLIO OKA3aHO HUKAKOM IIOMO-
IV ¥ COTPYAHUYECTBA CO CTOPOHBI MECTHBIX BJIACTEeM.
[...] ZIpyro#i 60110 CIOKHOCTBIO OBLIO MTOBEJEHUE
HaceJeHUs; Mbl AyMaad MOBTOPUTh onbIT Peppaphl,
pasociiaB NpUIVIallieHUA OT JIUIa M3pa CeMeUHBIM Ia-
paM B HECKOJIbKO HacCeJIeHHbIX TyHKTOB MPOBUHIIUU
[TasepMo, HO IpUTJIANIEHUSA OBLTH IIPOUTHOPUPOBAHBI
HaceJeHUeM».

Kak aTo noxoxe Ha uccienoBanusa HaHcu Bekciep®
HacesieHUs bappaHkuTac Ha o3epe Mapakaiibo B BeHe-
CyaJie, Ha €e OTHOIIEHUA C IIPaBUTEIbCTBOM BeHecyansl,
C MECTHBIMU OOLMHAMM B ITOVICKE TeHETYeCKOM MyTa-
IIUHY, KOTopas youia ee MaTh U KOTOPOI OHa caMa Obl1a
mopakeHa ¢ BeposITHOCThIO B 50%. B bappankuTac 60-
Jie3Hb [€eHTUHI'TOHA [TOpaXXaeT KaXk/0ro 1eCATOro, TaM
€CThb CeMbH ¢ 5-6 OONBHBIMU JIETBMU, AeTHMU O0TBbHBIX
JIIOZIeli, KOTOPBIe 3a4alll UX /10 TOT'0, KaK Y3HaJIU O TOM,
4TO camM¥ O0JIBHEL Bee moTomy, 4To 60s1e3Hb [€eHTHHTTO-
Ha IIpOosBJAeTCA MeZIJIEHHO U MOXET ZaTh O cebe 3HATh
B 30-40 seT, KOorzia y 4eJi0BeKa y»Ke eCThb IETU, U TOJIbKO
TOTZIa IPUXOAUT OCO3HAHUE, HACKOJIbKO BBICOKA BEPO-
ATHOCTH Nlepezauu 6ose3Hu. [1o cTaTHCTHKe, OT OZHOTO
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60JIbHOTO POXKAAETCS OZMH 60JTbHON peOEHOK U3 IBYX,
HO, BOIIPEKU CTATUCTUKE, MOTYT OBITh OOJIBHBIMU BCE.

HaHcu Bekcenep npuexasna B bappankurac B 1979 rogy
1 oOHapy)XWiIa TaM MPeKpacHyo 1ab0paTOPHIO I 1O-
HCKa TreHeTu4ecKoro ZedekTa, OTKPBITOTO €0 caMOU B
1993 rozy B Korymb6utickom yauBepcuteTe (Columbia
University) B Hoio-Mopke. Heo6bIKHOBEHHOE TyMaHU-
TapHoe, reorpadudeckoe U HaydIHOe® NMpUKIIIOYEeHHE,
IIepeXXUTOE B CAMBIM TOPAYUN NI€PUO/, TOTUTUIECKUX
npobsem mexay CIIA u npe3uzeHTOM BeHecyansl
YapecoMm, OBUIO, K CYACTHIO, CO CYACTIMBBIM KOHIIOM:
co3manueMm Casa Hogar B Mapakaiibo, npuHABLIEH
B CBOM CTE€HBI OOJIbHBIX BEHECYAJIbIEB, IPUTOBOPEHHBIX
K [Te4aJbHOMY QU3UIECKOMY U IICUXUYECKOMY YIIaZKY,
BezyleMy k cMepTy. HaHcH, myTeM U3ydeHUs reHeaso-
TUYECKUX IPEB, YAAIOCh 06pAaThCS 10 UCTOPUU OJHOM
’KEHIIWHBI, KoTOopas npubnusurenbHo 200 et Ha3aj
IepeHecjia MyTallMio T'eHa, [lepelaBIIyIocs JecATH ee
JIeTSIM; C TeX I10P B MaJIeHbKOU 001I1HEe, OTHOCUTENIBHO
V30JIMPOBAHHOU U 5H/IOTaMHOM, 60JIe3Hb JOCTHUIVIA He-
ObIBaIOro YpoBHA pacnpocTpaHeHHOCTH. HaHcu Bekenep
CTaJla BEHIJOM eBreHru4ecKkon MeyqTHl /leBeHnopra. Ce-
cTtpa HoHcu, oTgaBas faHb MaTepu, Hanucaaa KHUTY
0 60s1e3HU [€eHTUHI'TOHA.

Ba)kHO OTMeTHUTh aHAJIOTUYHbIE TPYAHOCTH, BCTAB-
1rMe Ha myTu ABuajia Parja B OTHOIIEHUSIX C OOIIMHAMU
6exyrHOB B V3pane, YTOOBI TIOHATh UX BOCIIPUATHE Te-
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HETHUYECKOT0 3a00/1eBaHuUsI, KOTOPOe TIOPOXKAAET CIIOPHI
110 TIOBOZY CWJIbHOM TEHAEHITUU K SHAOTaMHUH U POJIU
KYJIbTYPHBIX Pa3IUIUi B OPraHU3aINH CIIYKObI TeHETH-
YeCKOI'o KOHCY/IbTUPOBAHUsI, HAlIPpaBJIeHHOT'0, IIABHBIM
obpazoM, Ha TPOGIIAKTUKY Tepeladil Hac/lIeCTBEHHBIX
3ab0eBaHNI®.

OTa JesoBedecKkas reorpadus, HamMcaHHaA «0XOT-
HUKaMU 33 TeHaMW», Ha MepBBI B3IVIAZ, cOUBaeT HacC
C IyTH, HO Ha caMOM /JieJie TTIOZAHUMaeT IIeHTPaIbHYI0
Ipo6sieMy reHeTHYeCcKoU MPOGMIAKTHUKY, UYTO HAXOAUT
OTpakeHVe B OCHOBHOM TeMe Halllero MCciel0BaHuA,
TO eCTbh ee ITHU4YecKoi cnenuduku. Mcenegosanue, Ha-
IIpaBJieHHOEe Ha BBIABIEHNE XapaKTePHBIX YepT TOM WK
VHOW HapOAHOCTH, HEN30EeXKHO JOMKHO CTOIKHYTHCA C
ee KyJIbTYpOU, ee Bepoi WK YOeKIeHUSIMU U BEI3bIBAET
pasHylo OTBETHYIO KYJIbTYPHYIO peaKLIMIO Ha Iepcrek-
THBY nnpodriaktuku. Ho ecTh u mozBozAHbIe KaMHU. Kak
B CcJIy4ae ¢ 601e3HbI0 [eHTUHTTOHA, C er0 HEOXKUJAHHO
BBICOKOM pacIpocTpaHeHHOCTbIO Ha beperax osepa
Mapaxkaii6o, cymecTByIOT 60e3HU aMUIlel, 6oIe3Hn
eBpeeB, 60JIe3HU IPY30B Wi OeAYUHOB, KOTOPHIE B
CTpaTerusax o npodurakTuKe reHeTUIeCKUX 3abose-
BaHWH, TO €CTh UAeHTUDUKAIUN HOCUTENIEN, IPUBETU
K CO3/JaHUIO CIIMCKOB MyTalWi, 0OHAPYKUBAIOIINXCSA
HCKJIIOUUTEIBHO Yy OIIpeZleIeHHBIX HapOZ0B, II03TOMY
cymecTByeT «EBpelickuii mepedenb» («Jewish pannel»)
w «[lepeuenb amuiei» («<Amish pannel») uT. z1. Jlo Tex
II0p, ITOKA CYIIEeCTBYIOT HApO/bl, KOTOPbIE COXPAHAIOT TY
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WY UHYIO CTETIeHb CETPeTralyy, 3To OyZIeT UMETb JIOTHKY,
ITIOTOMY YTO TeHeTUYeCKOoe UcCieZloBaHe MOXKET UMEThb
KOHKPETHYIO HallPaBJIEHHOCTh, ¥ OBUIO OB HEpa3yMHO
HCKaTh BCe BO3MOXKHbIE TeHeThu4ecKue JiepeKThl B Ka-
’KaoM ciydae. CUTyalus, BEposITHO, Moria Obl U3Me-
HUTBCS TIPU YCJIOBUM OOJIBIIIETO CIMSHUSA HApOZOB, HO
HEKOTOPBIE COOOIIECTBA CUUTAIOT, UYTO CAMOCETPETAIHS,
moA/iep>kaHre COOCTBEHHOM KYIbTYPHOM U OTHUYECKOM
WIEHTUYHOCTH — 3TO IIEHHOCTh. C ITOSBI€HHEM FeHeTH-
YeCKUX UCCIeZIOBAHUY BOCKPECHET JIU B MeULITHE «3T-
HUYECKUM» WIN PaCUCTCKUHN MMPU3paK, KOTOPBIM Ka3ascs
OKOHYaTEeJbHO MOOEXAEeHHBIM U KOTOPBIN CO3/]aCT OAHY
13 KPyITHENUITHX TPobJieM MUMEHHO B Pa3BUTHUU PACIIIH-
PEHHBIX Ha BCe HaceJieHHe MPOTpPaMM 10 CKPUHUHTY
(Ha30BeM HMX MACCOBBIM CKPUHUHTOM)? YCJBIIINUM JIH
MBI BHOBbB y cebsI JoMa TaKye MOHATHSA, KaK, HalpuMep,
paca, OT KOTOPBIX MBI, KaK HaM Ka3aJI0Ch, OKOHYATETbHO
M306aBUIUCH?



3. K10-TO, HUKTO,
NATb ThICAY?

KTo 3HaeT, kakoi Obl1a Ol 3K3UCTEHIIMATbHAST UCTOPUS
Burtangxeino /Ixenaxe Mockapza (repoii pomana Jlyna-
xu [ lupangesuio «KTo-To, HUKTO, CTO ThICAY». — [Ipumen.
nep.), ecu ObI BMECTO HEOXKUJJAHHOT'O OTKPBITHS TOTO,
YTO y HEr0 HEMHOTO ZiehOPMUPOBaAH HOC, OH Y3HaJI OHI,
YTO ABJIIETCS HOCUTEJIEM I'e HETUIECKOTr0 3a00IeBaHUS.
Hazio cka3aTb, YTO TaKUX CYIIECTBYET OoJiee MATU Thi-
cs14. I KakoBO OBUTO OBI €ro pa3odyapoBaHUeE, €CIU OBl
OH OOHAPYKUJI, UTO MTOJIYIHWI IreHETUYECKOe Hacleue,
0o0ycIoBIMBAaOIEe PUCK PA3BUTUA paka. Miu eciu
OBl OH y3HaJI, YTO BCSI €ro ICUXUYecKasi CucTeMa Oblia
ompe/iesieHa OHUM T'eHOM, KOTOPBIU MpeApacIoNOKIIT
ero K musodpenuu. Cmor ObI JKeHKe HaJeTUTh CBOU
reHbl OTBETCTBEHHOCTHIO 3a cBoe Oe3ymue? Ero orer,
Ha KOTOPOTO OH TaK He XOTeJ OBITh TTOX0XKUM, BbITBUII
ero B CBOUX 'eHax. He nMmes1 BO3MOXKHOCTH HUYETO c/le-
JaTh, [xxeHpke Mockapza npeArnoyTeT 3TOrO He 3HaThb.
Ha camom fieie, MHOTHE XOTeIH Obl 3HaTh U UMETDb BO3-
MOXXHOCTb BhIOODA.

YacTo reHeTHKa IIpOABJIAET cebs B €I1e MEeHeEE OIIpe-
ﬂeHeHHOfI (l)opMe, BO MHOXECTBE COCTOHHHﬁ, Hn €CTb
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TaKWe, KTO CYUTAET ee BCEIIPOHUKAIOIIEH 10 TaKOH
CTeNeHU, YTO OIracaloTcs «reHeTUu3alun» obilecTsa.
YacTHBIE U rOCyIapCTBEHHBIE IIEHTPHI TPOBOZST I€JTbIE
reHeTH4YeCKUe UCCIeJOBaHUA, YTOObI BBIABUTD NCTOKU
y TIPEJIKOB, CKJIOHHOCTb K Pa3BUTHIO OOJIE3HEN U T. .
Ecau 0 cuX MTOp MBI TOBOPUJIU O TSXKEJIBIX W PACIIPO-
CTpaHeHHBIX popMax, TO TEMEPh MbI JOKHBI 3HATD,
YTO reHeTHUYecKasi IMarHOCTHUKA CETOAHS IIPUMEHNMa
U K OYeHb PeIKUM 3a00IeBaHUSIM, a TaKXKe K popmam,
KOTOPBIE HE SIBJISIOTCSA CMEPTENbHBIMU WIU TSKEJTBIMH,
HO MOTYT IPUBECTU K GU3NIECKUM YBEUbSIM Y MHBAJTHUI-
HOCTH, YTO, BEPOSITHO, He JieJIaeT )KU3Hb MeHee I[eHHOH,
HO HUKTO He XOTeJ1 OBl TIepejaTh CBoeMY peOeHKY Jaxe
pHCK 3TOro. [eHeTrKa Moria Obl IIPeIBUZETD U YeJIOoBe-
YecKre XapaKTePUCTUKH, KOTOPbIE MBI XOTEIH OBl ITepe-
JlaTh HAILIIUM JIETSIM, U BOIUIOTUTh B PEaJIbHOCTb MEUTY
€BreHHUCTOB. [71e npegen? ['eHeTHKA HAaXOAUTCSI MEXAY
ZIByMSI IIPOTUBOIIOJIOKHBIMU TIOJIIOCAMU: IETEPMUHU3M
Y PUCK, CJTy9alfHOCTh U BHIOOP.

Ha 5Tu TeMbl BeiyTcsi 6€CKOHEUHbIE AUCKYCCHH,
apryMeHTUpyeMble C SKOHOMUYECKOM, COITUaNbHON U
3TUYECKOH TOoYeK 3peHus. [I0oMbITKa cieaTh UAeaabHO-
ro pebeHKa IyraeT, Kak TOBOPUTCS B 3aTOJIOBKE OJJTHOM
cTaThH, ONMyBJINKOBAHHOUW HECKOJIBKO JieT Ha3aza®.
HekoTopkble yMaroT, YTO YeJOBEK ITOUYBCTBOBAJ cebst
OTHBIHE Ha/leJIeHHBIM 60KeCTBEHHBIMU CHIaMu (Urpa
B 6ora), Oyay4uu ClIoCOOHBIM CO3/1aBaTh cebe yCIOBUA
JUTSI SKU3HU, ¥ 6OATCSA, YTO YEJIOBEYECTBO 3aXOUET IO0-
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Ka3aTh, YTO yMeeT OOJIbIlle U JIydlle, YeM SBOJIOUS.
Meradopa, ncnoab3yemMas 1 COBpeMeHHOM reHeTH-
KM, — 9TO «CKOJIb3KUM CKI0H». VI3BeCTHO, IZle Haualo,
HO IOJIYYUTCS JIU OCTAaHOBUThCA? Bce HaumHaeTcd ¢
’KeJlaHUA n30exXaTh NosABIeHNa pebeHKa, 60JIbHOTO Ta-
jacceMuel, a 3aKaHIMBAETCA IPEATIOYTEeHHUEM, YTOOBI y
Hero ObUTH roTyOble ITasa. Heyxenu He CTpanIHo gaxe
ocMenuThesA Ha 6osbiee? Mbl Bo3BpaliaeMcs K U3Bed-
HOMY MOHATHIO Xtobpuca. O4eBUIHO, XKap MOJEeMUKU
BeZleT K ZiebopMariuy 1 060CTPEHUIO TPOTUBOIIOIOXK-
HBIX U/leH, feslaeT UX IPOTECKHBIMU WU 3aCTaBIAET
IpeznosiaraTb OYeHb MalopeaauCcTUYHbIe ClleHapuHu.
Ho HeJb3s1 He COIIaCUThCA, YTO He TaK-TO IPOCTO 000-
3HAUUTH JIMHUIO pa3TpaHUYeHusa MeXAy TeM, UTO Ke-
JlaTeJbHO, 3aKOHHO, Pa3penleHo WK TePIIUMO, U TeM,
YTO JIOJDKHO OBITH NPeJOTBPAIeHO; MEXAY TEM, YTO
npe/CcTaBiaAeT obOlecTBeHHBIN NHTEpeC, U TEM, UTO
ABJIETCS UHVBUAYAIbHBIM BBIOOPOM.

JKOHOMUYECKU acneKT

JlTabopaTOpHBIE TeCTHI, KOTOPBIMU MBI CETO/THS pacIToJia-
raeM, MOTYT BBIIBUTh HECKOJIbKO COTE€H IeHEeTUYECKUX
3ab0/leBaHU, 1 CTOUMOCTDb T€CTOB IIOCTOSTHHO YMEHb-
maetcsi. OZIHO MccIe[0OBaHue CIIOCOOHO 0OHAPYXKUTD Of-
HOBpPEMEHHO HeCKOJIbKO 3aboeBaHuii. KTo-To mozacyu-
TaJl, YTO 32 HECKOJIBKO JIET MBI MOIVIU OBI TTOZIBEPTHYTh
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ogHOBpeMeHHO 1500 JesnoBeK OZHOMY TECTY, KOTOPBIN
MIO3BOJIIJI OBl [arHOCTHPOBATD eCATh 3aboeBaHUI
ipu crouMmocTH 20-30 0/UTapOoB, UTO ce1ano Obl BBITOJ-
HBIM CKPUMHMHTI HAaCeJIEHUA JaKe B CTPaHaX C HUSKUM U
CpeHUM JJOXOZIOM, I7ie TeHeTHYecKye 60Ie3H! ABTIAI0TCA
MIPUYUHON OOJIBIIOTO KOJWYECTBA CMePTe, a TaKkKe
XPOHHYeCKUX 3aboyieBaHUM y ZileTel, IPUBOAAIIUX K
VHBAJIMJHOCTH. DTO MOIVIO OBI B KOpHE U3MEHUTH 9KO-
HOMUYECKOe BU/IeHNe MPOQIIAKTUKY HACTIeJCTBEHHbBIX
MIaTOJIOTHA.

CerofiHs CyILIeCTBYeT JieYeHUEe HECKOJbKUX T'eHe-
THUYeCKUX 3ab0jIeBaHUii, KOTOPOe HEeJAOCTYIIHO JAJIs
60JIBIIMHCTBA HaceqeHUs Mupa. CYUTaroIecs A0
CUX TIOp TIpUBUJIETHEl 6OTaThIX CTPaH, HOBBIE TECTHI
CTaHyT JOCTYITHBIMHU B 9KOHOMUYECKU MeHee Pa3BUThIX
CTpaHax, I/le PacXoZbl, CBA3aHHbIE C TeHETUYECKUMU
60J1e3HAMHU, Ype3MEPHO BHICOKH, 0COOEHHO KOTr/[a TIa-
HUPYETCSI CTPEMUTENbHOE TOBHIIIIEHNE CTOUMOCTH,
CBSI3aHHOE C MOSIBJIEHUEM «Tepaluu OyAyIIero», Win
C CO3JlaHUEM CIleI[MaTU3UPOBAHHBIX IIEHTPOB, CyIIle-
CTBOBaHUE KOTOPHIX B Hallle BpeMsI BHI3BIBAET CIIOPHI
Jla’ke B «O0OTaThIX» CTPAHaX, YYUTHIBAs PaCXObl HA HUX.
B ciydae TaimacceMus, HalpuMep, BO3MOXKHA Iepecazika
KOCTHOT'O MO3Ta; HEKOTOpbIe OUeHb pefikre 3aboseBa-
HUsI, BO3MOXXHO, U3JIEUUMBI IIPU TIOMOIIU T€HHOH Te-
pamuu, HO CKOJIbKO YeJIOBEK MOTYT ee cebe MTO3BOIUTh?
9TO, B CYIIHOCTH, OOBSICHAET TO, YTO IIPOU3OIILIO Ha
Kurpe, Korza MOBBIIIEHWE YPOBHS JIEUEHUS U HOBBIE
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JieKapcTBa, noapusiueca B 80-x rogax, HeIIOMepHO
YBEJIMYUIU CTOMMOCTD 3abosieBaHUs. VIMEHHO IOSB-
JIeHVe HOBBIX BU/IOB JIeUeHUsI ITOATOJKHYJIO K BEIOODY
npodwnakTuku. CoTsacHoO MojcYyeTaM, JJUTeTbHAA
BBDKMBAeMOCTh OOJIbHBIX, B TeueHue 50 JIeT, mpuBesa
K HEOOXOMMOCTU B TaKOM KOJIMYECTBE KPOBU JJIA
repearBaHus, KOTOPOe CUCTeMa 3/[paBOOXpaHeHMs
ocTpoBa ObLIa HE B COCTOSAHUYU obecrneyuThb. Bcemup-
HasA opraHu3alyA 3[paBOOXpaHEeHUs peKOMeHAyeT
reHeTUYeCKHe TECTHI IJIA TOMCKa HoCUTelel Ooe3Hel
reMorioOrHa, TaKUX KaK TaJacCeMUSI U CePIIOBU/HO-
KJIeTOYHAasA aHeMUs, KOTOpble, KaK Mbl YBUZENH, J0-
MUHUPYIOT B «I10SICE MAaJIAPUH», TO €CTh 3aTParuBaroT,
B OCHOBHOM CTPaHBI C AePUIIUTOM dKOHOMUYECKUX
pecypcoB. /Iyt 3Tux 60e3HEeN CKPUHUHT HOCHUTEJA
6a3upyeTcs Ha HeZJOPOTOCTosAIIeM TecTe. TakuM obpa-
30M, Ha IIepBOM 3Talle peyb UJeT He O TeHeTUYeCKOM
TecTe, KOTOPHIH NMIPUMEHsIETCSI BO BTOpoH da3e s
yIy6ieHHOTo 06CIeZIOBaHUsA B HAMHOTO MEHBIIIEM KO-
JidecTBe ciydaeB. CUTyalysa yCa0KHAETCA, KOT/|a peyb
3aXOAUT O CKPUHUHTOBBIX TECTAaX Ha OCHOBE aHaIM3a
JTHK, Heo6X0AMMOTr0 I paclio3HaBaHUSI HOCHUTEJIS
MYKOBUCL/I03a WU CIUHAJIbHON MBIIIEYHOU aTPO-
¢uu. OgHako cnenuanucTel BO3 mpescka3bpiBaioT, 4YTO
B HeJJaJIeKOM OyZAyIleM MOSIBUTCS TeHETUYECKUU TeCT
HOBOT'O IIOKOJIEHUA, YMEPEHHOU CTOUMOCTH, KOTOPBIN
MOXXHO OyZIeT paclpOCTPaHUTh B CTPaHaX C AePUIUTOM
3KOHOMUYECKUX PECYPCOB®.
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B HEKOTOpPBIX CTpaHax MpOrpaMMbl TeHOMUKH, HC-
I0JIb3yeMble B 00/1aCTH 3ZipaBOOXPaHeHU, IOCTEITEHHO
WHTETPUPYIOTCs B 6osiee ob1ue chepbl TPOGUIAKTUKH.
HezaBHo aTa TemMa Havasna obcykaaTbcs gaxe B MTa-
nun®. Ho Kak BBECTH OOITUHHYIO TeHETUKY B CUCTEMY
3lpaBOOXpaHeHUs1 6e3 MOBTOPEHUS eBTeHUCTUYECKOM
uzen? DKOHOMUYECKOoe 0O0CHOBAHHE B 3TOM OTHO-
IIeHUY HEUTPaJbHO U OCHOBBIBaeTCA Ha nudpax, a
He Ha 3TUYeckoM acrnekTe. OHO JI0OKHO YCTaHOBUTD
CTOMMOCTD O0JIE3HU, a TAKXKe OYZIET JIU [ieeBIIe Mpe-
yIIpeauTh ee, BO30yAUB K Hell 0011eCTBEeHHBIN HHTEPEC.
[Tpsimbie 3aTpaThl Ha 60JIE3Hb 3aBUCAT OT YaCTOTHI ee
BCTPEYaeMOCTH, OT CTOMMOCTH JUAarHOCTUKU U Jieye-
HUA. [eHeTHYeCcKHe 3a60/1eBaHNS YaCTO BelyT K MHBa-
JIUTHOCTH, UMEIOT IIPOTPECCUBHYIO GOPMY U BBHICOKHE
KOCBEHHBbIE 3aTPaThl, KOTOPBIE JIOXKATCS HAa YWIEHOB
CeMbU, CUJIBHO YMEHBIIAIOT paboTOCIIOCOOHOCTD, Tpe-
OyIOT CyllleCTBEHHOH COIMaIbHOU moAAepKKu. Ho oHu
peJKU, eCJI CPaBHUBATh C MUAEMHUOJOTUIYECKUMHU U
WHOEKIIMOHHBIMU 3a00/IeBaHUAMHU, XapaKTEPUIYIO-
ITAMU 1ieJible 3TI0XU UCTOPUU YeoBedecTBa, TAKUMU
KakK ocIta, 9yma, IIpoKa3a, Xojiepa WiH, U3 HeJJaBHUX,
nanzemus BY. Yyma IV u XVIII BeKOB YHUYTOXU-
JIa 1ejble TOpoJia U pa3pylinia 3KOHOMUKY MHOTHUX
CTpaH; He OBLJIO HYXX/bI B CJIOXKHOM 3KOHOMHUYECKUM
aHaau3se, YTOOBI ITOHATH, YTO 3TU OOJIE3HU [OKHBI
OBITH OCTaHOBJeHbl. OZHAKO AaHHbIE, HEOOXOZUMbIE
JUUISI 9KOHOMUYECKOT0 aHa/ln3a peJKuX 3aboIeBaHuM,
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MOJIYYUTh HENPOCTO, ¥ OHU TPEOYIOT JOBOJIBHO CJIOXK-
Horo usydeHus. Kak HU cTpaHHO, MBI He pacroJiaraeM
KaueCTBEeHHBIM SKOHOMUYECKUM aHaJIU30M CTOMMOCTHU
reHeTHYeCKUX 3aboyeBaHUM, Aake Hauboee pacmpo-
CTPaHEHHBIX, TAKUX KaK MyKOBUCIHZ03. OLleHKa CTO-
MMOCTH 3200J1eBaHUA MMeeT OOJBIIYI0 3aBUCHMOCTD
OT TOTO, C KaKOU CTOPOHHI ee pacCMaTPUBATh. DKO-
HOMMCTHI chephl 3/[paBOOXpaHeHus Bcersa 3aaTcs
BOIIPOCOM: CTOMMOCTB /11 KOro? 11 oTBeThl 3aBUCAT
oT cuTyanuu. Hanpumep, uzeT 11 pedb 0 COIMaNbHOMN
MeJMIIMHE WIXA O YaCTHOM, OIlJIaYuBaeT JIU JieueHUe
CcTpaxoBas KOMIIAHUsA, OTAEJbHO B3ATHIN O0JbHOM
WJIU rocyZapcTBo. Ha cerogHANTHMM eHb HaM TTIOKa He
yZlaeTcsl YCTAaHOBUTH MOPOT, 38 KOTOPHIM CTaHOBUTCA
SKOHOMMYECKU BBITOZHO MIpeAyIIpeK/JaTh FeHeTHIeCcKoe
3abosieBaHue, ¥ HE KQXKeTCS CTPAHHBIM TO, YTO II0 IIPO-
IIECTBMU COPOKA JIeT C MOMEeHTa IIepBbIX KaMIIaHUH 110
npoduaakTHKe TalacCeMUU IPOJOIKAIOT NOABIATHCA
HCCIIeIOBAHUA TI0 NX 9KOHOMHUYECKOH OIIEeHKE.

Hazo cka3aTh, YTO TeXHOJIOTUYECKUHN aclleKT IuarHo-
CTUKU — 3TO JIMIIb OJJHA U3 DKOHOMHUYECKUX ITPobeM
CKpPUHMHTA. YK€ eCTh UPOHU3UPYIOIIMe HaJ TeM, 9YTO
MIPOCTO¥ JTabOpaTOPHBIN aHAIN3 MOXKET CTOUTh MEHb-
e 1000 gosutapos 3a nonHoe ucciaenosanue JJHK, HO
nHbopMaIusa, KoTopas OyzeT B pe3y/ibraTe MoTydeHa,
MOTpeOyeT KOHCYIbTAIUU CTOMMOCTBIO B MUJUIMOH JI0JI-
sapoB®®. [TocpeiICTBOM CHUKEHUSI CTOUMOCTH U BpeMeHU
BBITIOJIHEHUSA aHa/IM3a, C TOMOIIbIO AOCTYITHBIX CETOHS
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TEXHOJIOTUM, MBI CMOXKEM ZIOCTUYb TAaKOT'0 OOJIBIIOTO
KOJIM4YecTBa ZaHHBIX 0 [THK Ka)k10T0 MHAWBU/AA, YTO I10-
TpebyIOTCSa MX KOMILIEKCHast 00paboTKa U CIOKHBIE Te-
HETUYECKUE KOHCY/IbTAllH, KOTOPBIE TIOCTABAT B TYITUK
Jaxe crienraaucTa. [eHoMUYecKui TpoUIb OTAETbHO
B3ATOTO MHJMBU/YYMa MOKeT PACKPBITh 10 CUX ITOP He-
V3BECTHBIE WM TUIOXO0 U3yYEHHBIE TOC/IEA0BATETHHOCTH
JIHK. YTOoOBI 3HATh, MOT'YT JIU OHU MTPEOTIPEAEATh 60-
JIe3Hb, He0OXOANMO coOpaTh Maccy HHGOpMAIUH, a i
3TOTO TpebyeTcs aHaIU3 OTPOMHBIX «0aHKOB JaHHBIX>,
MTOHATHBIX TOJHKO OY€Hb KOMIIETEHTHBIM JIFOAIM® .

Ho naske xorza BcTpeyatoTcs olpeZie/ieHHbIe XOPOIIOo
M3BECTHbIEe MyTalluH, TO, KaK MBI y2Ke BUJENU, OYeHb
HEIpOCTO Ipe/icKa3aTh UX KIWHUYECKoe 3HaYeHNe,
TOYHOE /Il K&XKJ0T'0 UHAWBH/A, TIOTOMY YTO F'eHeTHKa
BOBCE He fIBJIAeTCA IeTePMUHUCTUYECKOMH, U CyIeCTByeT
MHOXXeCTBO (paKTOPOB, IMYCTh ZjaXKe TOJbKO reHeThde-
CKUX, KOTOPBIE 00YCIOBINBAIOT TSXKECTh 3a60IeBaHMUS.

Ob1m1as MeAuIIHA U TIeIMaTPUs He TOTOBHI IaBaTh
oApOOHbIE TeHeTUYECKUE KOHCYIbTA[UU. MeIUKH,
OKOHYMBIITE YHUBEPCUTETHI OoJIee ecsaTH JeT Hasal,
He UMEIOT axke 6a30BOT0 06pa30BaHUA, YTOOBI KacaThCs
JlaHHOM TeMbl. HaM Hy»>KHO cO3/[aBaTh HOBbIE TPOGECCHUI:
HaIrpuMep, OOITUHHOTO TeHeTHKa — CETOAHAIIHAA BEP-
cUs KOHCY/IbTaHTa 10 IJIAaHUPOBaHUIO ceMbu. Heobxo-
JIMMBIE 3HAHUSA CJIOXKHBI ¥ TPEOYIOT KaK KIMHUYECKOMH,
TaK ¥ J1ab0paTOPHOI KOMIIETEHTHOCTH. YK€ CEerOAHs
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MeZMKU-TeHETUKHU CTPEMSITCS CITEIINaTN3UPOBaThCs Ha
KOHCY/IBTaILMSIX 110 OTAeTbHBIM 60IE3HAM WU IPYyTIIaM
Oose3Hel, TaKUM, KaK pak, MeTaboanyeckue 3abose-
BaHUs, HEBpoJornyeckue 3aboseBanus U T. . Takum
06pa3oM, TOMUMO TEXHOIOTHH 11 IMATHOCTUKH HYKHO
pa3BUBATh CUCTEMY, KOTOpasi obecrieuuT oO6pa3oBaHue
CIIEIMaTUCTOB U UHGOPMHUPOBAHNE HACETEHU, CETh
KOHCY/IBTAHTOB.

YacTHble 1abopaTOpuH, Mpearalone reHeTuye-
CKH€ TECTHI C KOMMEPYECKOH IIeJTbI0, MOT'YT pacliojiaraTh
nepeZioBBIMU MHCTPYMEHTAMU JUArHOCTUKU, HO OHU
HE CTPEMSATCS OKa3bIBaTh HUKAKOW MHPOPMAIMOHHOMN
MTOAIEP’KKHU. B HEKOTOPBIX CTydasix OHU IIPEeJOCTABISAIOT
IJIATHYIO TeHETUYECKYI0 KOHCY/IbTAI[UI0, CTOUMOCTD
KOTOPO¥ MOXKET OBbITh BHINIIE, YEM caM TecT. JIpyrue
MIpe/IJIararoT JIEKTPOHHBIE CXEMBI, peaibHas nHbOpMa-
TUBHOCTH KOTOPBIX HEZIOCTATOYHO loKa3aHa’s, ITpobiema
CYIIIECTBYET, M OHA CTOUT Ja’Ke Mepe/] TEMU, KTO XOTeJl
OBI pa3BUBATh CTPATETHIO MyOJIUYHON reHETUKU WU
TeHOMUKH, TIpe/ijlaraeMoy CCTeMOM 3/[paBOOXPaHeHNs,
ITOCKOJIbKY BO3MOXKHO, YTO UMEHHO 3THU aCIeKThI OyAyT
MMeTb HauOOoJIbIIyI0 CTOUMOCTb. KOHeuHO, ¢ opraHu3a-
IIMOHHOM TOYKH 3pEeHUs, PaclipOCTpaHeHUe Ha oTpe/e-
JIEHHOU TEPPUTOPUU CETHU YUPEKIEHUH, OKa3bIBAIOIIINX
YCJIyTH 110 TeHETUYECKOM KOHCYJIbTAIUH, SABIAETCS bosiee
CJIOXKHOM 3aza4uein®.
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Llenesbie cTpaterum

VH}eKIMOHUCTH YTBEPXKAAIOT, YTO BUPYCHI HE 3HAIOT
I'PaHUI], ¥ B3BIBAIOT K MEXAYHAPOAHBIM peryiaMeHTaM
II0 KOHTPOJIIO Ha/Zl UX pacupocTpaHeHueM. UTo xe
KacaeTcs reHeTUYeCcKUX 3abosieBaHUM, TO OHU 00-
Jiee JIOKaJn30BaHbl, HEPaBHOMEPHO paclpoCTpaHeHBbI
cpeZu HacejleHUd IUIaHeTHl. [1o cBoell mpupoze OHU
COXPaHAIOTCA B YCJIOBUAX SHAOTAMHOU, KyJIBTYPHOU U
reorpadpuyeckoil U30JAIUU U MOTYT UCIBITHIBATh Ce-
JIEKTUBHOE /]aBjieHre, KaK TajacceMUs, HocAIlasa sHle-
MHUYeCKUU XapaKTep B MaJApPUNHBIX palioHax. To ecTb
JacToTa 3a60IeBaeMOCTH MOXKET 3aBUCETh OT GaKTOPOB
OKpYyKalolel cpesibl, KOTOPbIe 00yCIOBINBAIOT HEPAB-
HOMepHoe reorpaduieckoe pacnpocTpaHeHue 6osue3-
HU. Pesikoe 3a6oyieBaHMe y HaceJeHUA MOXKeT OYeHb
JacTo BCTpedaThCcAa B HEOOIBUINX TEPPUTOPHUAIBHO
WY KyJIbTYPHO U30JIMPOBAHHBIX OOLIMHAX — B TaKOMH
CTeIleH!, YTO CTAaHOBUTCA ONIPaBJlaHHBIM BMelllaTeNlb-
CTBO B 3TH OY€Hb OTPaHUYEHHBIE PAllOHBI WUIX T'PYTITHI
HaceseHUA. [109TOMy MBI IOJKHBI BCepbe3 BOCIIPUHU-
MaTh CTpaTeruyu reHeTU4ecKoro TeCTUPOBaHUsA, OpU-
€HTUPOBaHHbIe Ha HeOOIbIINe I'PYIIIIHL.

B KauecTBe mpuMepa MmoroBopum o 6oe3nu Kpab-
6e, oueHb peAKOM 3a607eBaHUU, KOTOPOE, OZHAKO,
0COOEHHO YacTO BCTpPeYaeTCs B HEKOTOPBIX MYCYJIb-
MaHCKUX apabo-u3pawibCKUX JepeBHAX’’. B To Bpems
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KaK B CpeJJHEM Yy HaceJleHUs 3TO 3abosieBaHUE BCTPe-
qaeTca y ogHoro u3 100 000 HOBOPOXKEHHBIX, B ABYX
apabCKuX lepeBHSX U B OJHOM OOIIMHE IPY30B YaCcTOTA
pPOXKJaeMOCTH OOJIbHBIX ZIeTel focTUraeT 1-2 ciyyaeB
n3 1000. BmecTe ¢ rmaBamu gepeBeHb U IIpeJCTaBUTe-
JIAMM PEJUTHO3HOMN BIaCTU MUHUCTEPCTBO 3/paBOOX-
paHeHus V3pawia pasBepHYJI0 KaAMIIAHUIO IO TIOUCKY
HOCUTeJNel, 00ecreYrB BBICOKYIO IBKY Ha TeCTHPOBa-
HUe. 3a HECKOJIBKO JIET OHO I0OWIOCH CYIIeCTBEHHOT'O
yMEHbIIIEHUs cay4aeB 3aboseBaHusA. [IOCKOTBKY B
JTAaHHOM cJTy4ae abopThI HEZIOIYCTUMBI, TO YCHUTUS OBLITH
HaIpaBJIeHbl HA OPUEHTUPOBAHUE HaceleH s B BbIOO-
pe mapTHepa A1 6paka, 4YTo MPUBEJIO K COKpAIEeHUIO
KOJTMYeCcTBa €IUHOKPOBHBIX Iap.

MBI y3Ke TOBOPHJIU O KJIAaCCUYECKUX ITPUMEPAXx reo-
rpaduvyecKu orpaHUYEHHBIX OOJIe3Hel: 3TO 3aboe-
BaHuA PppaHKO-KaHazAIeB KBebeka, 6ome3Hb [eHTHHT-
TOHa B IepeBHAX y o3epa Mapakaiibo B BeHecyae,
60JIe3HU aMUIIlel WIN eBpeeB-alllkeHa30B. JTa YepTa
mobOyuiia K pa3paboTKe TaK Ha3bIBAEMbIX «3THUYECKUX
CKPUHUHTOB», ODUEHTHUPOBAHHBIX Ha OOHApYKeHUE
3abosieBaHUl Y HApO/IOB WU T'PYIIN, HaXO/AIINXCS B
30He HauOOoJbIIero pucka. bplto 661 9KOHOMUYECKU
HEBBITOZIHO MCKATh HOCUTEJS CEPITOBUAHOKIETOYHOMN
aHEeMUU Cpeiv OeJTBIX, HO COBCEM JIPYTO€ ZIeJI0 — CPeau
YEePHOKOXXHUX, UMEHHO TIOTOMY YTO OHHU OOJIbIIE JPY-
TUX MOABEPKEHBI 9TOMY 3a060/IeBaHUIO. AHATOTUIHO
CKPUHUHT TaJlaCCEMUHU MOXXET OBITh OYE€HD BBITOHBIM
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B OH/IEeMHUY€eCKUX 30HaX WIM CPeiu HacesleHus, Y KOTO-
poro 370 3abojieBaHue BCTpedaeTcs Haubosee 4acTo.
B EBporme 5KOHOMUYEeCKU BBITOJHO ObUTO OBI TPOBOJUTH
CKPUHUHT TaJlacCeMUU Cpe/ii UMMUI'PAHTOB U3 CTPaH,
IZle OHa pacIpocTpaHeHa. «DTHUYEeCKUI» CKPUHUHT,
OyZlydu TOYHO OPUEHTUPOBAHHBIM, COKPATUI OBI CTO-
MMOCTh TpoduiakTuKu. Ho 06HapyXKUIHch ObI IpyTHe
npobsieMbl. B HEKOTOPBIX CTpaHaX 3THUYECKU OpUEH-
TUPOBAHHBIN I'eHeTUYeCKUY CKPUHUHT He IIPU3HaeTCs
C TOYKU 3peHUA STUKU; HEBO3MOXKHO IIOJIYIUTh WIU 3a-
IPOCUTH NHPOPMALIUIO 06 STHUIECKOU IIPUHAJIEKHO-
CTH XKUTeJIEN, YTO MelllaeT OpPUEeHTHPOBAHHOMY B 3TOM
HalpaB/ieHUU HccaefoBaHuio. TakoBa cuTyanus, Ha-
npumep, B lomnanzanu nnu ®pannuu. Heobxognmo
M3bICKUBATh MHBIE CIIOCOOBI, YTOOHI MpejIaraTh «3T-
HUYeCKUM» reHeTU4YeCcKUi TecT TOMY, KOMY OH HYy’KeH,
He ZiyMas O CTpaTernuu CKpuHUHra’l.

WHdopmaumnsa n mogenu
BMeLlaTeNbCTBa

O61uii ypoBeHb reHeTUIECKUX 3HAaHUH OUYeHb HU3KUH,
MOXXHO Jla’ke TOBOPUTD O «I'eHeTHYeCKOM HerpaMoT-
HOCTHU», B TOM 4HCJIe B Pa3BUTHIX cTpaHax. Kaxzgoe
npeJjoxKeHue reHeTUYeCKOro CKpUHUHTA JOJXKHO
HAUMHATHCA C IPaBWIbHOTO UHGOPMUPOBAHUA Hace-
JIeHUs1, Ha KOTOpOe OH HampasieH. IHpopMalnoHHbIe
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KaMIaHUuU Haubosee 3pPeKTUBHBI TaM, Tje UMEETCS
YeTKOe BOCHpUATHE O0JIe3HU, TTO3TOMY UMETH yCIIeX
CTpaTeruu KacKaJJHOTO CKPUHUHTA POJCTBEHHUKOB
60JIbHOTO, HEPABHOAYIIHHIX K GaKTy MPUCYTCTBUSA
6osie3HU B ceMbe. Ho mpu Bceii cBoel 2 HeKTUBHOCTU
B IIpe/yTIpeXXAeHUY TIOBTOPEHUS Cay4yaeB 3abosieBae-
MOCTH B paMKaX OZIHOU ceMbU, KaCKaJHbI CKpUHUHT
He MOXXEeT OXBATUTh TAKOE KOJIHNYECTBO JIOAEH, YTOObI
COKPATUTh BCTPEYAEMOCTh OOJIE3HH Y I[€JIOT0 Hacee-
HHUSA, €CJIM KOJIMYECTBO HOCUTEIEN BEJINKO. PellleHne
0 COKpalleHUu 3a601eBaeMOCTU U 001IIel CTOUMOCTHU
reHeTUYeCKOU 60J1e3HN TpebyeT cTpaTeruil, KOTophie
obecrieyrBajIu ObI IIMPOKOE MOKPHITHE II€JIOTO Hacee-
HUSI, HaXOZAIIErocs B 30He pUcKa. BcmoMHUM, 4TO OBLIO
CKa3aHO 0 MyKOBHUCLMZ03€e B BeHeTo. YacToTa ciiyyaeB
3ab0JieBaHUA CyIlIECTBEHHO HE CHU3WIACh B TOU YaCTH
peruoHa, rie TeCTUPOBAHUIO Ha BBISIBJIEHVE HOCUTEIS
MTO/IBEPTAIMCh TOJIBKO OJIM3KHME POACTBEHHUKH OOJBHO-
ro, ¥ 3HaYUTETbHO COKPATWIACh TaM, I7le TPUMEHSIOChH
paccessHHOe TeCTHPOBaHMeE HaceleHU.

Eciy mpoduiakTuKa reHeTUIeCKUX 3ab0eBaHu
OyZeT CYNTAThCSI SKOHOMUYECKH BBHITOHOM, TO BO3HUK-
HeT HeoOXOJMMOCTD B CUJTbHOM COIIMATbHOM MOAEPIKKE
BpO/Ie TOM, KOTOpasi IpUBesia K yCTAHOBJIEHUIO KOHTPOJIA
Ha/Jl THOEKIIMOHHBIMY 3a00/IeBaHUSAMU. J|JIs1 TOBBIIEHUS
YPOBHSI OCBEJJOMJIEHHOCTU HaceJeHUs HeOOXOAUMBbI
IIPOTPaMMBbI 10 JIMKBUJALIMY TeHeTUYeCKOM HerpaMoT-
HOCTHU. Peun 17eT 06 acliekTe He MeHee BaXXKHOM, YeM
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o611as CTouMOCTh MPOPMWIAKTUKY. Takuie CTpaHbl, KaK
Wspawib, Kanaga, ABcTpaius v BeTMKoOpHUTaHYsI, BBEIU
obpa3oBaTesbHbIE IIPOTPAMMBbI ¥ TPOr'PAMMBbI CKPUHIH-
ra HOCUTeJA, B TOM YHCJIe TOYeYHbIE ¥ HallpaBIeHHbIE
Ha HeOosplIvie OOWIWHEL. B MTannuu AecATWieTUAMU
CyIIECTBYeT MporpaMma IpopUIaKTUKKU Oosie3Hel re-
MOIJIOOMHA, TToiepykuBaeMas LIeHTpoM MUKPOITMTO3a B
Jlaro. Kpome TOro, NprUMeHA0TCA SKCIIepUMEHTaIbHbIE
Y JIOKaJIbHbIE TIPOT'PaMMBbI. Moiesib FTeHETUKY OOIIUHBI,
npeZjioKeHHasA aHIn4aHkou bepHazeTT Moges, ele
JlajJieKa OT COBEPIIEHCTBA.

M&I y2Ke BUZeNIU, YTO B OTHOIIEHUU Oosie3Hel re-
MOTJIOOMHA CYIIECTBYIOT IPOTPaMMBI, paclpocTpa-
HEHHbIe BO MHOTUX HCJIaMCKUX cTpaHax. HacTo peyb
UJeT 0 I00pavyHbIX MporpaMmMax. dGGeKTUBHOCTh 3TUX
MIpOrpaMM, TO €CTh OTHOIIIEHVE MEXKAY UX CTOUMOCTbBIO
U peasbHBIM ydyacTHUeM HacejleHUs B reHeTUYeCKOM
TECTUPOBAHUU, WIK pPeaJbHbIM COKpallleHUueM Koln4de-
cTBa OOJIbHBIX JIeTEH, ellle Hy)XAaeTcs B olleHKe”%. Tem
He MeHee, IIPUBBIYKU MEHSIOTCA. B 3amafHbIX cTpaHax
MHOXECTBO JIeTeli pOKJaeTcs BHe Opaka, I03ToOMY Ipei-
yCMaTPUBAIOTCA MPOrpaMMBbI 110 UHPOPMHUPOBAHUIO,
HamnpaBJieHHble Ha MOAPOCTKOB U CTUMYJIUPYIOIINE
pacmpocTpaHeHre reHeTU4eCcKol r'PaMOTHOCTH ellfe B
IIIKOJIe, YTOOBI IOBBICUTH IOHUMaHNe 3aKOHOB r'eHe-
TUKY U TlepeZiayu 3a0601eBaHU. B HEKOTOPOM CMBICIIE,
aT0 peBaHlI braHko u CuibBecTpoHU. ONTUMAaIbHASA
U OTpeiessiollasi MOZeNb BMeIIaTeIbCTBA C I[eTbI0
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OIIEHKH CTOUMOCTHU NMPOGUIAKTUKH ellle Z0DKHA ObITh
nusydeHa. IIpobeMbl TeHeTUYeCKOTO NHGOPMUPOBa-
HHUSA, HallpaBJIEHHOI'O0 HA MOAPOCTKOB, CBA3aHHI ellle
U C 9TUYECKUM acClleKTOM. BcTaeT BOIIpoC: MOXHO JIU
IpeAJaraTh IIpoX0XK/JeHre IreHeTUYEeCKOr'o TeCTa Heco-
BEPIIEHHOJIETHUM, KOTOPBIE, C TOYKU 3PEHUS 3aKOHaA,
He B COCTOSTHUU pellaTh, XOTAT OHU 3HATh O TOM, YTO
SIBJIIOTCSA HOCUTEIAMU 00/1e3HH, Win HeT? Kakoi MoKeT
OBITH SMOI[MOHATbHAS PeaKIIUsA MOJIOAOIO YeJloBeKa Ha
moZ06HY0 MHPopManuio? KakoBbl ero OTHOIIEHUS CO
cBepcTHUKaMH? ByzeT i1 oH caM ce6s1 cuuTaTh 60JIb-
HbIM? He cka)keTcs JIM 3TO Ha OTHOIIIEHUAX B ceMbe?
K Tomy xe, ecmu nHpopMaluio AaTh B IIKOJIE, a TECT
MIPEJIOXUTD CITYCTA HECKOJIBKO JIET, TO C FOAaMU 3HAHUA
PUCKYIOT OBITh YTPaYe€HHBIMHU, Y BCSI TIPOTPAMMa MOXKET
MOTEPATH CBOIO 3 eKTUBHOCTH. TakUM 06pa3om, HeE0O-
XOAUMO TPOSICHUTD IIPUOPUTETHOCTD: THGOPMHUPOBaAHE
MTOZIPOCTKOB, oOpayHasi KOHCY/IbTAIlUsA, KaCKaAHbIN
CKPUHUHT, JeATeJbHOCTb CIIeIUaTU3UPOBAHHBIX II€H-
TPOB TI0 TEM WIN UHBIM 3a00/IeBaHUSIM, PacIpoCTpa-
HeHUe [IEHTPOB OOIIWHHON r'eHETUKU Ha TEPPUTOPHU.
Bce 3TO IpeyIoKEHUS U OITBIT, TPEOYIOIIe U3yUYeHU.
Hazo cka3zarb, MHOTHE NTPOOOBAIN MPOBOAUTH BHEJA-
6opaToOpHbIE MCCIEOBAaHUsA, AEUCTBYS Yepe3 IIKOJIbI
U foOpavyHble KOHCY/IbTAllMU. Pe3ynbTaThl, KaK 3TOrO
MOYXHO OKUZIATh, HEOAHOPO/HBI ¥ CHJIBHO OOYCIOBJIEHBI
BJIMAHUEM KyJAbTYpHL. [losy4yaeTrcs, 4To He CyleCTByeT
€ZITMHOU MOJIe/IN, KOTOPOH MOXKHO OBLIO OBI CJIEIOBATh.
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OKOHOMMYECKOE 0O0CHOBAHYE UMEET COLIMATbHYIO
Ba)XHOCTb, IIOTOMY YTO BO MHOTHUX CJy4asX UMEH-
HO 0OIIeCTBO JODKHO MPUHATD Ha cebs pacxobl Mo
reHeTU4YeCcKoU nmpoduaakTuke, 1160 OHU JIATYT HA
WHAUBUAYYMA, YTO BJI€UYET PUCK MOSIBIEHUS CUIbHO-
ro COIMaJbHOrO HEpaBEHCTBA. DKOHOMUYECKOE 00-
OCHOBaHUe MOXKET MMOKa3aThCs IMIOKUPYIOIIUM, eCTU
OyZeT MpeCTaBlIeHO UCKIIOUYUTENbHO B IeHEXKHOM
BBIpaKeHWH. AHAIN3 MOXKHO ZIopaboTaTh U IIEPEBECTHU
B DKOHOMUYECKOE BhIpa)keHHe I[eHHOCTh 3/I0POBb,
6J1ar0COCTOSTHUSA U BEDKHBAEMOCTHU, He OTpaHUYHBa-
SIChb JIEHEXKHOM CTOMMOCTbBIO JUATHOCTUKH U JIEUeHU.
Ho cTroumocTh IpOPUIAKTUKHN He CBOAUTCS K IEHEKHOMN
CTOMMOCTH J1abopaTOPHOTO TecTa. PacmpocTpaHeHnue
reHeTUYECKUX 3HaHUI ¥ TeHeTUYeCKas KOHCY/IbTallUs,
npejyiaraeMasi Ha TOM WM WHOM TePPUTOPHUH, TIpe-
[I0JIaraloT CO3JaHKe CUCTEeMbI, aHAJIOTUYHOM TOM, YTO
6pUTa pa3paboTaHa s TPOPMIAKTUKYA MHOEKITMOHHBIX
3a00JIeBaHU, 9TO pe3y/IbTaT MHOTOBEKOBOM PabOTHI,
OT 6UOIEeNICKMX KAHOHOB KHUTHY JIeBUT 00 M30JIAIINN
MIPOKaYKEHHOT'0 10 MEXKAYHAPOAHBIX KOH(pEPEHIIHH 11O
3/[paBOOXpaHEHHI0, YTOOBI IIPEMATCTBOBATh PaCIIPO-
CTpaHEeHUIO XOJIephl. B BOIpoce TeHeTUKU MBI HAaX0-
JVIMCSI B CaMOM Havasie IMyTH.

HeCMOTpH Ha BCIO CBOIO CJIOZKHOCTD, SKOHOMMYECKUI
ACIIEKT, OAHAKO, ABJIAECTCA CaMbIM IIPDOCTBIM.
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ITNYECKUN acnekT

OTUYeCKUH CIIOp IO BOIIPOCY TeHeTH4eCcKou Mpoduiak-
THKH, BO3MOXXHO, O0JIee yMecTeH, 4eM SKOHOMUYECKUI
acIleKT, MTOCKOJNbKY PpyHJaMeHTaTbHBIM TPUHIIUIIOM
eBreHUKU ObUIO ITPaBo /0T rocyZapcTBa Wik coolie-
CTBa HABA3BIBATH PENPOAYKTUBHEIN BHIOOP U MpeIAT-
CTBOBATb POXKIAEMOCTH OOJIbHBIX JTFOZIEH. DTa IIporpaM-
Ma cofiep:Kajia, B CYIIHOCTH, IPU3HAKU COOCTBEHHOTO
BBIPOX/IEHUS, NTIOCKOJIbKY Kacajlach He TOJIbKO U He
CTOJIBKO 3a00JIeBaHUM, CKOJIBKO, COTVIACHO MOCIEAHUM
VCCIIeJOBaHUAM, HUILIETHI, OTTOP)KeHUA OOIeCTBOM WK
IICUXOJIOTMYECKUX CBOMCTB, CYUTAIOIINXCSA CBA3aHHBIMU
C TEHETHUKOH IIeTBIX HapoAoB. JIrobas mporpamMMma 1o
npoduakTHKe B 001aCTU TeHETUKU JOJDKHA OCYIIeCTB-
JIATBCA C OVIAZIKOM Ha €BreHUKY, YUUTHIBAsA Te 3BepCTBa,
KOTOpbIe OHA Mopozawia. Jlrobas naes TeHOMUKH, TIPU-
MeHseMas K 3/[paBOOXpaHeHUI0, obpedeHa Ha IeMOH-
CTpalMIO CBOEU OTZa/JeHHOCTH OT eBI'eHUKH, KOTopas,
II0 MHEHUIO HEKOTOPBIX, BCETZIa HOPOBUT BEPOJIOMHO
IIPOHUKHYTH «4epe3 OKHO».

BroaTHYecKuii Criop o reHeTHKe YesoBeKa 6ecKoHe-
JYeH, UHa4ye U ObITh He MOXET, TOCKOJIBKY PeYb UAET O
BO3MOXKHOCTU U3MEHEHUS CaMOU MPUPO/BI YETOBEKA.
EBrenuka XX Beka TeopeTrudecku 000CHOBBIBaIa HEOO-
XOMMOCTb YCOBEPIIIEHCTBOBAHUS BU/A IIyTEM yCTpa-
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HeHUs JIIo/lel, COIMaNIbHO MeHee a/[allTHPOBAHHBIX.
Pa3zymeeTcs, Takasd TeopHs NoJBepraeTcs eANHO/yII-
HOMY ITOPHUIIAHUIO, HO €CTh U TaKue, KTO CYUTAET, YTO
MIPUIILIO BpeMs BHOBb PACCMOTPETh BO3MOKHOCTbD, WU
Jla’ke MOPAJIbHBIH 0T, YCOBEPIIEHCTBOBATh OMOJIOTH-
YeCKyI0 WU IICUXUYECKyI0 IPUPOAY YeloBeKa, n3ba-
BUTH OT CTPaJlaHui Oy/yInye MOKOJEeHUA WIX COBCEM
ycTpaHuThb 6ose3Hu. CyliecTBYIOT KpaliHue MHEHUA
TaKUX y4eHBIX, KaK, HanpumMep, Xappuc’?, berokeHeH",
CaBysecky’>, KOTOpble He BUAAT HUYero IIOXOTO B TOM,
YTOOBI YCOBEPIIEHCTBOBATh HEKOTOPBIE YeJIOBeUYeCcKre
KayecTBa, BMENIABIINCh B TeHETUYECKOe Hacjeue,
Y, TAKUM 00pa3oM, HarpauTh YeJI0BeKa, WK ellle He
pOZAUBILIErocs YesoBeKa, JyIIINMU BO3MOXKHOCTAMU B
*Ku3HU. CIBY/IECKY OTCTAauBaJI IPUHIIUII I0OPOXKeTaTe b-
HOCTHU, KOTOpas Zieyiajia Obl Hen36eKHBIM BEIOOD JTyUIIIEero
pebeHKa, eciIv /IS 3TOT'O eCTh BO3MOXKHOCTb. B aTOM city-
Yyae Takoe BMEIIATeNTbCTBO He OTINYAIOCh OBI OT TOTO,
YTO BHUMAaTEJbHBIE POJUTENU YKe MPeJIIpUHUMAIOT,
HaIpUMep, CIIOCOOCTBYs 00Pa30BAHUIO WIN CTUMYIUPYS
Te VIV MHble HAaKJIOHHOCTH Y CBOUX JieTelt. Jloar nepes
OyAyLUIMMU MTOKOJEHUSIMHU JOITyCKaeT CYyIleCTBOBaHUE
’KU3HEH, He 3aCTyKUBAIOIIUX TOTO, YTOOBI UX MPOXKU-
BaJM. JTa TOYKA 3PEHUS HACTOWYMBO OCIIapuBaeTcs
TeMU, KTO BBICTYIIAET B 3aIUTY JOCTOMHCTBA OONBHBIX
JIIo7iel, KOTOPOe CHWJIBHO yIeMJISIeTCsI KaMITaHUAMHU TI0
reHeTudeckoy npoduiaktuke. MOXHO cKa3aTh, YTO
B3WIAZbI Xappuca, CaBysecKy Wi BrrokeHeHa IBIAIOTCA
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KOHCEKBEHITHUAJIUCTCKUMHU, TO €CTh OCHOBaHBI Ha I10JIO-
’KUTEJIbHOM OlleHKe KOHEYHBIX Iieiel U pe3ylIbTaToB,
BBITEKAIOIIUX U3 /IeficTBUU. B aTOM cilydae mpejoTBpa-
TUTh HECYACThe YeJIOBEKA, JaXKe ellle He POAUBIIErocs,
1 YMEHBIIUTDh COIIMATbHYIO HAarPy3Ky — 3TO TOJIOXKU-
TeJIbHBIE Pe3Y/IbTaThl, ONPABABIBAION[HE T€HETUYECKYTO
npodriakTUKy. VIM IIPOTUBOCTOUT PSAZl BUAHBIX YIEHBIX,
MOAIeP>KUBAIOIINX W/EI0 TOT'O, UTO JKU3Hb — 3TO Jap,
ee He0OXOIMMO TPUHUMATDh BO BCel ee abCOMIOTHOM
ectectBeHHOCTH (M. CaHzIeN), WU UYTO TeHETUYECKOE
BMeIIaTeIbCTBO HEAOIYCTUMO, ITOCKOTBKY OHO Orpa-
HUYUBAET CBOOOY HOBOM JIMYHOCTH, OOYCIOBIHBAs €€
’KU3Hb BBIOOPOM U II€HHOCTSMU, MTPUHAAJIEKAITUMU
poautenaMm (Xabepmac), v JUIIast ee HEOTbEMIEMOM
WHAUBUIYQIbHOM aBTOHOMUHU.

OTOT CIIOp, IBUIKUU M OCHOBAHHBIN Ha COTOCTaBJIe-
HUU MPOTUBOIIOJIOKHBIX aCIIEKTOB, 3/1eCh He TepeaTh
LIeJTUKOM, /1a ¥ He HY>KHO 3TOro /leJlaTh, TaK KakK TeMa,
KOTOPYIO MBI 371eCh 00CyKaeM, aApyras. [IpodmrakTrka
OoJ1e3Hel Yepes3 pacIipocTpaHeHUeE TeCTa Ha BhIABIEHUE
HOCHUTEJII He UMeeT I1eJibl0 U3MeHeHUe, yaydllleHue
WU COBEPIIEHCTBOBaHNE YeJI0BeUeCKOU MpUupoasl. Y
«HOBOU eBTeHUKU» Apyras, ABoiiHasa 1eab. C oAHOM’
CTOPOHBI, NpeJJIaraeTcsi COKPATUTh YeJT0BEUYeCKYyIo,
COIIMANIbBHYIO U 3KOHOMUYECKYI0 CTOMMOCTD JIeUeHUA
TSDKEJbIX 3a00/IeBaHUM, HeN30€XXHO BeAYIIUX K MPex-
JleBpeMeHHOM CMepTHU U, BO BCAKOM CJIydae, IPU COBpe-
MEHHOM COCTOSIHUY MEeIUITMHBI, K TAXKeJIbIM My4YeHUAM,
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K YMCTBEHHOU He/Ie€CIIOCOOHOCTH WIK K OBICTPOMY CHH-
’KEHUIO KU3HEeHHBbIX QYHKUIUMN. Bropas 11e1b cCoCTOUT B
TIOMOIIY TeM, KTO JKeJIaeT 3HaTh O PUCKe MPOU3BeIeHU
Ha CBET 4YeJIoBeKa, KOTOPHIN OyZIEeT CTpaZaTh TSKETBIM
3ab0sieBaHUEM, U YKPETTUTh aBTOHOMMUIO CBOETO BBIOOPa
Kak poauTesisd. Mbl MOXXKeM U Jjajibliie aBaTh XapakTe-
PUCTHUKY IMOJJOOHOMY BMeEIIaTeNbCTBY €BT€HUKHU, HO
MHOTHe B HaCTosIlee BpeMs CYUTAIOT, YTO peyb UJET CO-
BCEM O ZIpyToi eBreHuKe, IPOTUBOIOJ0KHOMN JVCTONIUHN
XX Beka. TepMUH «eBreHUKa», BO3MOXXHO, IPUBOJAUT B
CMyllleHUe, U, HaBepHOe, Hy>KeH HOBBIM TePMUH, HO 3Ta
TeMa BO3BpalllaeT Hac K U3HAYaJIbHOMY OMO3THYECKOMY
CIIOpY, TZie IIeHTPaJIbHBIMU apTyMeHTaMU ABJIAIOTCA,
C OZHOU CTOPOHBI, yBakKeHUe BOJIU YeJ0BeKa, IpaBa
3HaTh COOCTBEHHYIO T€HETUYECKYIO CTPYKTYPY, aBTO-
HOMMUHM BHIOOpA B BOIIPOCE IIPOU3BEAEHUS IOTOMCTBA,
C IPYTO# CTOPOHBI — QYHKIHSA, KOTOPYIO OOIIECTBO WU
roCyZIapCTBO MOTYT BBITIOJNHSATD, 3AITUIIAS WIU OTPaHU-
YuUBas 3TU IIpaBa, U, CJeloBaTeIbHO, HACKOJIbKO OHU
MOT'YT BJIUATH Ha UHAWUBUAYJIBHBIA BEIOOD B BOTIPOCE
MIpOU3Be/IeHNA TOTOMCTBA.

[IpexxHsst eBreHrKa PEeNINTeIbHO OTCTanBasa Mpaso,
WU fake 00513aHHOCTb, TOCYZIapCTBA 3alyInaTh bOsa-
TOIOJIy4re IPpaK/aH, yCTaHABINBAs Ka4eCTBO HOBOPO-
’KJIEHHBIX; «HOBasi eBreHuKa» Ipe/jiaraeT MOBHIIIATh
aBTOHOMMUIO MHAWBUAYYMa WK mapbl. COIIacHO yTBEPIK-
nenuio Opanyecko KaccaTsl’®, IOHATHE €BreHUKH IIpe-
TepIiesio IIy0oKoe ceMaHTHUYeCKOe ITepeoCMbIC/IEHE
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C Pa3BUTHEM TEXHOJIOTUU Y BO3MOXKHOCTEN MeAUIIUHBI
B 00J1aCTH TeHETUKHY, He 0e3 yJyacTHs COIUATbHbBIX 13-
MEHEHUH 1 HOBOU 3TUKU CBOOOALI.

PasznuuHble /ey, CJIOBHO KapCTOBbIE PEKU, He MOAB-
JISISICh Ha TIOBEPXHOCTH, TEKYT B INIyOMHAX 00IeCcTBa U
BBIXO/AAT HAPY)Ky Ha OobIIOM paccTosiHUM. KaccaTa
cnpaBeJiMBO HAIOMHUHAET, YTO NpeJJoKeHHUEe IMOo-
MCKa HOCUTEJeH TSKeNbIX 3aboeBaHnil, TAKUX KaK
beHUIKETOHYPHS, OTChIIAET HAC K pPaJUKaJIbHOMY
MIPOTUBHUKY €BT€HUKH, KOTOPBIH, MEXIy TeM, 6e3 KO-
ynebaHuii UCITOIb30BaJ 3TOT TEPMUH, — UMesl B BUAY
nany [Tua XII, KoTOpBIi BEICTYIIWII Ilepes KOHIPeccoM
MeXAyHapOJHOT'O TeMaTOJIOTUYEeCKOro 00IecTBa B
1958 roay B 3amuTy A06pavHOro 0bOCIe0BaHUsA, HE
peKoMeHys Opaky MeXxy HOCUTEeIIMU. TaKuM 06pa-
30M, B3IJISIZIbl €BI€HUCTOB, KOTOPble He UMEIOT HUYEro
00111eT0 C MIeel MPUHYAUTETHHOM BIaCTU TOCYapCTBa,
CyllleCTBOBaJIU Bcerza.

B mociesHue fecATUIETUSA OTKPBUIMCH HOBBIE T'O-
PU3OHTHI OMO3TUKHU, U Teleph JebaThl He MOTYT orpa-
HUYUBATHCA JUIIb TOJBKO COBEPIIEHHO 0YeBUAHBIM
OCyXZileHreM HallMCTCKOU eBreHUKU WY TEOPUH, MyCTh
Jlake TpeIJIOKeHHBIX BUIHBIMU YYeHBIMU, TAKUMU, KaK
naypeat HobGeneBcko#t npemuu Kappesnb. Peub uzer
0 pacCMOTpPEHHUM dTUYECKUX aCIeKTOB, CBA3aHHBIX C
reHeTUKOU, Yepe3 Npu3My JubepasbHOTO TocyAap-
CTBa — IO3ULIMA, KOTOPYIO 3aHUMAIOT BCe IepesloBbIe
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ydeHble B 06sacTy 6M03TUKU. CeroZHs MbI 3ajaeMCs
BOIIpOCaMM, B KaKOM CTelleHU reHeThudeckasa nHpopma-
YA TOJDKHA IPUHA/JIEKATh UHAWBUAYYMY; HACKOIBKO
OHa /IOJDKHA PacKpBIBAaThCA CEMbe WIN OZHOMY U3 Cy-
IIPYyTOB; YTO ZleJlaTh C HEOXKUJaHHOM MHbopMaIien,
MIOJIyYeHHOH B pe3y/bTaTe UCCIeZJ0BAaHUA TeHeTHYe-
CKOTO HacJIeius YeoBeKa; KaK CTUMYJIHMPOBATh pac-
MIpOCTpaHeHNe 3HAaHUH O TeHETUIECKUX 3a00IeBaHUAX
¥ 0 BO3MOXXHOCTH IIPeJOTBPATUTD UX, He HAaKJIa/[bIBas
KJIEIMO Ha 60JIbHOTO; KaK MPEeZI0CTABIIATh YCIYTy Hace-
JIEHWIO0, KOTOPas MPEMSITCTBOBaIa Obl 5JKOHOMUYECKOU
CIIeKYJIAINU, eCIU 3Ta ycayra OyZeT BhINyIIeHa Ha
PBIHOK; KaKYI0 MO3ULIMIO IODKHO 3aHUMATh rocyAap-
CTBO IO OTHOUIIEHUIO K CYIIECTBYIOIIUM Pa3IudYHbIM
3TUYECKUM, CBETCKUM U PEJTUTHUO3HBIM TOUYKaM 3pEeHUS
10 MOBOZY PENPOAYKTUBHOI'O BBIOOpA; KaK MePEUTH
OT IUCKYCCUH IO KYJIbTYPHBIM aclleKTaM K IPUHATHUIO
IOPUINYECKOT0 pelleHusA. BegyTca Cropsl 10 TOBOAY
nepebopMyTUPOBKY r'eHETUYECKON KOHCY/IbTAIUH,
IpaBa Ha TO, YTOOBI HE 3HATh, BO3MOXKHOCTH ITPOXOJUTH
reHeTHUYeCcKUH TeCT HecoBepIleHHONeTHUM. HakoHer,
00CyXaf0TCsI TPAaBOMEPHOCTD U 3a/la4y TEHOMUKH,
BHE/[pEHHOH B 3/[paBOOXPaHEHUE; OCTPO CTOAMIUN
BOIIPOC TEXHUYECKOT'0 IIporpecca, cZeIaBuiero oTbop
3MOpHUOHA OCYIIECTBUMBIM CJIEACTBUEM IIpOIiecca Te-
HETHUYeCKON AMarHOCTUKU.

HpoeKT «I'eHOM>» IUIaHWPpOBAJ, a4 3aTEM U pEAIU30-
BaJl, CO3JaHHE KapThl BCEI'O '€HOMA Y€J/JIOBEKA U YCKO-
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PUJI TIPOIECC paclio3HaBaHUsA T'€HOB, YYaCTBYIOIIUX B
COTHsAX 60JIe3HEN, 3a7I0’KMB OCHOBY /IJISI UX PO UIaK-
TUKU. BO3HUKaeT 3aKOHOMEPHBIN BOIIPOC: pa3Be He
11e1eCO00Pa3HO YCTPaHUTD UX Bce? CaenaTh MUP JIydIle
IS OYAYITUX TIOKOJIEHUM — He 3TO JIU 1IeJIb COLMab-
HO 5TUKHU? B 4acTHOCTHU, TeHEeTUYeCcKoe 3ab0/ieBaHueE,
He SIBJIIETCSI JIK OHO OZIHUM M3 HauMeHee IPUeMJIEMbIX
cTpaZlaHuii? Pa3Be 4eoBe4eCTBO He ObLIO OBl OoJIEe
cyYacTIUBBIM Oe3 6ose3Heli? [TorcKk HocuTeel Mo3Bo-
JIAJ OBbI IOCTUYD ITUX IIeJIeH, HO ero MPaKTUIECKH He-
BO3MOKHO PacIIpOCTPaHUTD Ha BCEX U Ha BCE YCIOBUA.
Kak BrIOpaTh Oosiee 3HaunMble 60s1e3HU? [IpaBUIBbHO
JIX CYUTATh TAKOBBIMHU TOJILKO Te O0JIe3HU, CTOUMOCTD
KOTOPBIX BBIIIIE C TOYKH 3€PHUs COIUaIbHOM? BarkHee
Ji OOIIIECTBO B OTHOIIEHUY UHAUBUAYYMa C STUYECKOMN
TOYKU 3peHUA?

BoJibHBIE ¥ UX CEMbU 3aMHTEPECOBAHbBI B UCCIEN0-
BaHUU U YCTPpaHeHUH 60JIe3HU, KOTOpasi KX KOCHYJ/Iach,
KaKo¥ OBl peikoi OHa HU ObUTa. Kaskgas mapa moTeH-
I[UaIbHBIX pOAUTENIEH X0Tena Obl 3HATh, CYIIECTBYET JI
y HUX PUCK ITPOU3BECTU Ha CBET HECYACTHOT'O pebeHKa,
Y 3TO MPaBWIbHO, YTO OHU 33/Ia0TCS 3TUM BOIIPOCOM,
He JIOXKU/asCh CMEPTH WM TSIKEIOro Helyra IepBOTo
pebeHka, Korga 6yzeT y:ke mo3aHo. Eciu 3To mpaso,
TO KTO JJOJDKEH rapaHTUPOBATh €r0 U KaKUM 00pa3om?
A ecnu kakas-HUOY/Zb TTapa 3axo4yeT U30eKaTh rnepesa-
YU MeHee TSIKeIOTo 3a60/IeBaHus WM JJaXke TIPOCTOTO
HeZIOCTaTKa WK IpU3HaKa, KOTOPhIM OHA caMa CYUTaeT
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HeO6JIaroNPUATHBIM, /10 KAKOH CTelIeH! OHA UMeEET IIPaBo
Ha 3TO? B HEKOTOPHIX CTpaHax He6IaronpUATHBIM ABJIA-
€TCs POJUTHCS XKEHIIUMHOU, TI03TOMY JKeHIIIUHBI IeJIal0T
abopT BO u3bexaHUe POXKJAEHUS IeBOYKHU. BO3MOXXHO
JIA YCTAHOBUTD 3TUYECKUE I'PAHUIBI T€HEeTUYeCKON
npodumakTuku? Y Ha060poT, IpUeMIEMO JIU C ITH-
YeCKOM TOYKU 3peHUs HUYero He NpeAlpUHUMATh /A
IpeZIOTBpallleHysA [lepeiadyr HacjleZICTBEHHOTo 3ab0eBa-
HUA? VIMEIoT JIu IpaBoO pOAUTENN IIPOU3BOAUTD HA CBET
pebeHKa, 3Hasd, 4TO OH OyzeT cTpajaTth? I, HaKOHeII,
IIpUeMJIEMO JIU C DTUYECKON TOYKHU 3PEHHUS «XOTEThb»
601pHOTO pebeHKa? JTOT BOIPOC MBI 33/laeM B CBA3U
C UCTOpHeEH NpOo ABYX JKEHIIWH, [TOXKeJaBIINX UMeTh
pebeHKa ¢ BpOXKJeHHOU ITyX0oTol. CerofHsa 3TO MOXKHO
cZienaTh, U A He 3Hal0, KaK 9TOMY IIOMeIlaTh.

OTUYECKUY CIIOp Ha ITpe]MeT reHeTU4YeCKOTo BMellla-
TeJIbCTBA TIOZAHUMAET BOIIPOC O CAMOM TIOHATHUH O0JIE3HHU.
B 3TO¥ CBA3W BCIIOMUHaETCA cyAbba Murtiens [leTpyd-
4YMaHU, TeHUsA MYy3bIKH, CTPaZaBLIero HeCOBEPIIEHHBIM
OCTeOoreHe30M U IMpex/AeBpeMeHHO yMepIero mo mnpu-
YHHEe OCJI0XKHEeHUA naTosioruu. KTo MoxeT cka3aTh, 4TO
€r0 KU3Hb He CTOWJIA TOT'O, YTOOBI ee IPOXKUTH? MuIrernb
pelIwics Ha MPoJo/KeHNe poZia, 0CO3HABas BBICOKYIO
BEPOSITHOCTB MTOSIBJIEHUS Ha CBET 60JIbHOTO pebeHKa, HO
OH BOCIIPUHUMAaJI CBO€ COCTOSHUE JIMIIb KaK ABJIEHUE,
a He Kak 60sie3Hb. [10100HOE BBICKa3bIBAHUE 51 YCITBITIIAI
KaK-TO OT OZJHOU PYyCCKOM ZIeBYIIKU, O0JbHOM MYKOBUC-
IIU/I030M, K CYaCThIO, B Ierkou popme, KOTOpasi TOBOpU-
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Jla, YTO CIYMTAET CBOIO OOJIE3Hb «0OpPa30M JKM3HHM, a He
cTpazaHreM». TakuM 06pa3oM, MHAWBUAYATbHASA OIleHKa
COOCTBEHHOTO YKU3HEHHOTO OITbITa, HEBBIHOCHMOTO JJIsT
OZIHUX U 6JIaTOCIOBEHHOTO /I APYTUX, HE MOXKET OBITh
00BEKTOM BBICIIEH COLIMATBbHOM OIleHKU. Posib 0611iecTBa
JIOJDKHA OBITH IPYTOM, ¥ MBI TIPE/JIOXKUM IPYTYIO MO/IETTD.
KoHeuHO, pellleHre CYUTATh Ty WIN UHYIO OOJIE3Hb Ts-
»KeJIOM 1 HEBBIHOCUMOM /10 TaKOM CTeleHH, YTOObI OHA
TpeboBasa MpeBEHTUBHOTO BMEIIATETbCTBA, UMEET IITy-
GOKMe KyJIbTYPHbIE OCHOBaHWS, TIOZJIEKAIIIE COIIMATbHOMN
1 UHAWBUYaTbHOMN OIleHKe, HO HU4Yero He TOBOPUTCS O
TOM, YTO CYIIECTBYEeT PallMOHAJbHBIN OOIETPUHATHIN
TIpe/iesT, KOTOPBIN yCTaHABIMBAET, KOra 60JIE3Hb J0/DKHA
ObITh ycTpaHeHa. C TOYKM 3PDEHUST MEAUITUHCKOU STUKU
W 3TUKY CTPAZIAHUs, TeHETUYECKOe 3a00IeBaHE OYEHb
OT/IMYaeTcsi OT UHPEKIMOHHOTO U XapaKTepU3yeTcs
CBOEM TeCHOM CBA3BIO C YeIoBedYeCKOM JKU3HbI0. Eciu
ycTpaHeHVe MHOEKIIMOHHBIX 3ab0ieBaHUi TpeboBaso
BMeIIaTebCTBA B OOBEKT BOBHE, TO YCTPAaHEHUE T'eHe-
TUYECKUX 3a00JIeBaHuii TpeOyeT BMeIIaTeIbCTBa B CaMy
MIpUPOJY YesioBeka. bome3Hb cTaHOBUTCA MOJIEKY/IIPHBIM
nedbeKToM reHoB, ¥ He BCe T'OTOBBI PUHATH TaKyIO ca-
MOCTOSATENbHYIO 3HAUMMOCTh YacTH ce0s caMoro’s. Itu
Pa3MBIIIUIEHUS OOBSCHSIOT HAMPSKEHHYIO STUYECKYIO
[IVICKYCCHIO, TIOAHABIIYIOCA BOKPYT [IpoekTa «['eHOM Ye-
JIOBeKa» 1 BOOOIIe BOKPYT T€HETHUKH.

yCTpaHeHI/Ie reHeTUYeCKHX 3a00/1eBaHUN 1 HpO6J'I€Ma
COBEPHIEHCTBOBAHUA YyeJloBeYeCcKoun IMIpUpOAbl — Ppa3HbIE
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Benu. KakeTcss 6aHaIbHBIM YTBEPKAEHUE O TOM, YTO HU-
KTO He XOTeJI ObI, YTOOBI YEJIOBEYECTBO OBLIO TOPAKEHO
Hac/IeICTBEHHBIMU 3a00IeBaHUAMM, Y, BO3MOXKHO, I10-
3TOMY 3TUYECKUH CIIOp MaJIO 3HAYEHUS TIPUAAET STOMY
BOIIPOCY, COCPEeIOTOUYNBASICh Ha O0Jiee CIIOKHBIX TEMaX.
Ho mpobeM ocTaeTcss MHOTO, ¥ KaXK/Jasi 3aCTyKUBaeT
Iy6OKOTO U3ydyeHus. [Ipumep ToMmy — paboTa IpyIIIbI
y4eHBIX BO IaBe ¢ /)KoBaHHU BOHMOI0, KOTOpas U3y-
YaeT 3TUYECKUE aCIeKThI, BRITEKAIOIINE U3 CKPUHUHTA
HOCHTEJII MyKOBUCIIM/I03a B perroHe BeHeto. OHU pac-
CMaTpHBaIOT OCHOBHbBIE STUYECKUE ACIIEKTHI, CBI3aHHBIE
C TEHETUYECKUM CKPUHUHTOM: PUCKH €r0 ITPOBeeHN,
TIOJTHOMOYHS CIIEIUAIMCTOB, aBBTOHOMHUS PETTPOAYKTUB-
HOT'0 BBIOOpa, MHTEPEC TOCYAAapCTBA, PUCK HAJIOXKEHUS
KJIeliMa Ha 60JIbHOT'O M, HAKOHEII, BO3MOXKHbBIE U OTBEP-
raeMble CBSI3H C eBreHMKOM Havama XX Beka’”.

MHorue Bompocs! ocTaiTcs 6e3 OTBeTa; Ha cCaMoM
Jieie OTBETH MOTYT U HE CYI[eCTBOBATh, TOCKOIBbKY
IIOCTaBJIEHHBIE BOIIPOCHI OTPAXKAIOT PA3TMYHYIO dTHYe-
CKYIO HampaBeHHOCTh. Ho Xxopo1ro 65 cripocuTs cebs,
KaKOBBI MHTEPECH U yOeXKAeHUs, CTaJIKUBAIOLINECS
B TaKOM CIIOpe.

Penurusa un cembs

Peurro3HbIl aceKT KacaeTcs Ipo6ieMbl CTapajaHus
HEeBUHHBIX, HO ceiiuac HayKa Ipe/jaraeT HHCTPyMeHT
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JUIS1 €70 TpeAoTBpainieHusa. Kak cCOBMeCTUTh 3Ty BO3-
MOXXHOCTB C 3TUKO-PEUTHO3HBIMU OCHOBaMU? YTOOBI
MIPUHATH TEPCIIEKTUBY UCKYCCTBEHHOT'O OILUIOJOTBOPE-
HUSI, MyCyJIbMaHe ¥ €BpeU BBIHYKI€HBI ObLTH 60POTHCS
¢ COOCTBEHHBIMH 3TUYECKUMHU IPUHIMIIAMU. B mpaBo-
CJIaBHBIX KpyTraxX KaMIIaHUH IPOTUB 60s1e3Hu Tess — Cak-
ca WIH JJIs1 TpeJoTBpalleHus1 6oie3Hel reMoriooruHa He
“MeH OBl yerexa 6e3 o100peHus yXoBeHCTBa. JIpyrum
ObUT BBIOOD cO00IIIeCTBa aMUIIIE®’, KOTOpbIE, OCO3HABAS
TeHETUYECKYIO MPEAPACIIONOKEHHOCTh K OY€Hb PEAKUM
3ab0/IeBaHUAM, OTKA3a/IMCh OT BBeIeHUs TPOPUIAKTHU-
yeckux Mep. [10/106HOe TPOUCXOAUT U B KATOMTUIECKOM
co00IIIeCTBe, KOTOPOE He MPU3HAET IPeAbIMILIaHTAIIOH-
HYIO IMarHOCTUKY Y IMaTHOCTHKY C IeJTbI0 abopTa, Kak
1 JTIO00U IpyTo¥ B/ BMENIaTETbCTBA B €CTECTBEHHBIN
MIPOIIECC ZIETOPOXKAEHMUS.

Ho satuueckas npobsieMa cBsizaHa He TOJIbKO C BEpPOH.
Jlpyroe oTHOIIeHVe, ¢ KOTOPBIM CcHCTeMa 3/paBooXpa-
HEHUA AHIVIMU CTOJIKHYJIAch BO BpeMs NPOQUIaKTUKU
TaJaCCeMUU B TAKUCTAHCKOM U I'PeyecKoU WK KUIIPUOT-
CKOM OOIIMHAX, 3aBHCEJIO He OT PEJIUTHH, a OT BOCIIPHA-
TUA IOHATUA CEMBH, OT CTpaxa OBITh 3aKIeMIeHHBIMHY,
OT COLIMAIbHOM posiu 6paka. B He6osbIINX coob1IIecTBax
VI B OY€Hb 3aKPBITHIX KY/IBTYPHBIX I'PYIIIIaX BbIABIEHUE
HOCUTeJIA, UHOT/A ZlaXKe OHO JIMIIb [T0Z03peHue, YTO
OJVH U3 NIpe/CTaBUTeNel ABIAETCSI TAKOBBIM, MOXET
OBITb YpeBaTO JUIIEHHEM BO3MOKHOCTH 3aKIIOYUTh
6pak. [ToaToMy JII0AU IPEATIOUUTAIOT BOCIIOIB30BATHCSA
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CBOUM IIPaBOM He 3HaTh, II0JIArasch Ha CyAbOY, IMyCTh
faxe 311y10. JleArenbHOCTD «Jlop Memapyim», TIaTelTbHO
M3y4eHHas COLMOIIOTaMU B 00JIaCTH MeIUIIMHBI, TAKIMU
kak ABuaz Pau, bapbapa Ilpanncak u i Curesn, Wim
rccnefoBaHuA Pana popm reHeTHyecKoi IIyXOTHI B Oe-
AYVMHCKUX IUleMeHax CUHaA CBUAETENbCTBYIOT, HAPALY
C OTHOILIEHHWEM ITaKKUCTaHIleB B BemKoOpUTaHUM, YTO
CyILlleCTBYeT KOJUIEKTUBHAsA 3TUKA, KOTOPas He IPOCTO
PYKOBO/ICTBY€TCA PEJIUTMO3HOU 3TUKOU, OHA perysiu-
pyeT OTHOILEeHUA MeXAy JIoAbMU. /Ijia Hee ceMelHbIe
LIEHHOCTH ABJIAIOTCA OCHOBOM. Ha camoM zeine, faxe
B MCJIaMCKUX CTpaHax, IZle JyXOBEHCTBO BHICTYIINIIO B
MOZIeP>KKY MeHeTU4eCKol MpopUIaKTUKU, CUCTeMa
3/IpaBOOXPaHEHUA CTOJIKHYJIACh C CONPOTUBIEHUEM
CYTIPY>KECKUX I1ap, U CAMbIM ITPOYHBIM 6apbepoM OKa3a-
JIVICh COITMAJIbHBIE LIEHHOCTH SH/IOTaMUH, 6PAKOB MEXY
ZABOIOPOZHBIMU U JPYTMMU POACTBEHHUKAMU B PaMKax
ofHOU ceMbU. [IpaBuia poJcTBa MOTYT IIPeJCTaABIATh
Oosiee cepbe3HOe MPEIATCTBHE, YeM Bepa.

[Ipumep BeHeTo mopasu Bcex, IIOCKOIBbKY OH CUUTAI-
€A1 pETUOHOM, CUJIBHO YKOPEHUBIIUMCSA B KAaTOIULIU3MeE,
HO IIpY 5TOM y4acTUe HACEJIEHUA B IPEJJIOKEHHOM I'eHe-
TUYECKOM TeCTHPOBAHUY ObLIO TAKUM, YTO IIPAKTUYECKU
IIPUBEJIO K UCYE3HOBEHUIO MyKOBUCLIUZO3a. B 3anaiHbIX
ob1iecTBaxX CTPYKTypa POACTBEHHBIX CBA3EH YXOAUT
W3-T10/] BIUAHUA PEJIUTUU, U Y 3TOTO PpaKTa eCTb MHOTO
CUMIITOMOB. /IBaZillaTh JIeT Ha3az y4yeHble u3 Oeppapsl,
uccaeaya NPUYNHbBL KICY€3HOBEHUA TaJTaCCEMUM B UX pe-
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T'MOHe, OTMevasIy U3MeHUBIIIeecsI OTHOIIEHHE K BOTIPOCY
JAeTopoxkaeHus B meprof ¢ 1950 mo 1980 rozpl, 4T OBUIO
00YCJIOBJIEHO HE TOJBKO YCHIMBIIUMCA OCO3HAaHUEM
pHCKa, HO U CTPYKTYPHBIM U3MEeHEHUEM CEMbHU.

He 3HaThb, He gaTb 3HATb

3amuinaeTcs i IpaBo He 3HaTh? OHO OBUTIO Hapylie-
HO, KOT/la B UCJIAaMCKHMX CTpaHax Wwiu Ha Kumpe ObLI
BBe/IEH I0OpavYHbIi TeCT. 3aKJIeMEHHBIM MOXKET OBITh
1 YeJIOBEK, He TIOXKeJIaBIINHT MPU3HATh cebs1 HOCUTEeIeEM
Y JIOTTyCTUBIIIHI, TAKUM 06pa3oM, poskeHHe 60TbHOTO
pebeHKa, YBEJIMYUB COI[UANBbHYIO CTOMMOCTD YKU3HU
1 o0I1IecTBEHHBIE U3/IepKKU. YKeraHye He 3HaTh MOYKET
OCYXXJaTbCS, €CJTM OZITH U3 CYTIPYTOB HE COOOLIWT ApY-
roMy O CBOel IMTPUHA/JIEKHOCTH K CeMbe, B KOTOPOU T10
HaCJIeICTBY IlepeflaeTcsl TeHeTUYecKoe 3aboieBaHue,
Y €CJTU B PE3yJIbTaTe Y HUX MOSBWICS O0JbHOM peOEHOK.
AHaJIOTUYHO, €CTh CEMbH, KOTOPbIE CKPHIBAIOT '€ HETH-
yeckoe 3aboyieBaHue Jiake OT OJTM3KUX POJCTBEHHUKOB.
leHeTHYecKas nepefadya — 3TO UHAUBUAYAIbHASA IIPO-
6s1eMa, mpobsieMa mapel ¥ ceMbU. KTO-TO yTBepKast, 4To
COITMaIbHOM eIMHUIIEN, KOTOpas 0/bKHA paciosiaraTh
TeHeTHYEeCKOM nHPOpMaIUe, I0/DKHA OBITh CEMbSI, @ HE
uHAUBUAS. MBI 3a1aeMcsi BOITPOCOM, HAaCKOJIbKO 3TO
3TUYHO, U Pa3Be WIEHbl CEMbU HEe UMEIOT MpaBa MOJIy-
YyaThb 3Ty MHGOPMAIIHIO OT POJCTBEHHUKA, ITPOILIE/IIEero
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AVarHOCTUKY? Pa3Be ¢ 3THMUYECKOI TOYKHU 3peHuUs UHPOP-
Manus 0 MyTal[iy He JOoJKHA COOOUIAaThCS BCEU ceMbe,
MI03BOJISAA KAaK MUHUMYM OJIMKANIINM POACTBEHHUKAM
JienaTh COOCTBEHHBIN BHIOOP? JIryieMMa MoIvia ObI ObITh
pellleHa TOCPeZICTBOM TIPUBJIEYEHUST MEAUITUHCKOTO
CIIELIATNCTA, 3HAIOIIETO O HAJTMYUU B CEMbE FreHeTHYe-
CcKoro fedeKTa U ClTIOCOGHOT0 I0BECTH 3Ty MHOOPMAIIHUIO
[I0 CBeJIeHUsI POJCTBEHHUKOB 060IbHOTO. B HacTos1ee
BpeMsI BEIyTCS CITOPHI Ha TEMY TOT'O, 3aKOHHO JIY B IaH-
HOM CJTy4yae HapymiaTh 0053aTeIbCTBO O TalHe.

NpeanbHblit pebeHoK

YacTo MOXXHO yCIIBIIIATh 06CY)KJeH1 e TEMBI I0JIra TIepe/]
OyZyIIMMU OKOJIEHUAMU. VIM MBI XOTUM TIepeaTh JIy4-
U MUP, TO €CTh MBI IOJDKHBI COXPAHUTD OKPYKAOIIYTO
CpeAly ¥ YMEHbBIIUTh KOJIMYECTBO BO3MOXXHBIX TPUINH
HecyacTbs. Mup 6e3 601e3Hel ToXKe OTHOCUTCS K 3TOU
nepcrekTuBe. Ho ecTh U pyrue IPUYKHBI He JKelaTh
6onpHOTO pebeHka, 60siee STOMCTUYHBIE; HEKOTOPBIE
VX Ha3bIBAIOT TeZIOHUCTUIECKUMU.

Bo BpemeHa, Korzia poXXZaeMOoCThb IaJIaeT 10 ode-
BUIHBIM 5KOHOMMYECKUM IIPUINHAM, SMOIOHATbHBIN
BKJIaZ B pe6eHKa, KOTOPBIA MMeeT OOJIbIIYI0 BEPOsT-
HOCTb OCTaThCs €IJMHCTBEHHBIM, KOHEYHO, BhIIIE, YeM B
cydae, ecsiv ieTell MHOTO U OHU BOCIIPHHUMAIOTCS BO
BCEM UX pasHooOpasuu. JlaBaiiTe rogymMmaeM, HACKOJIBKO
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BO3MOKHA reHeTU4eCcKas KOHCY/IbTAllA B TAKOU CTPaHe,
Kak Kuraii, rae Ha IpOTsSXKEHUU MHOTUX JIET JE€NCTBY-
eT TIOJINTUKA AeMOorpadrUIeCcKOro OTpPaHUYEHUS U T7Ie
MIPUBETCTBYIOTCSA CEMbH C OAHUM pebeHkoM. HekoTopoe
BpeMs TaM Ipeobiaza moAxo/, PEPOAYKTUBHOU KOM-
MeHcanuu. 3Has, YTo pe6eHOK MOXKET MpeKIeBpEMEHHO
CKOHYATbCSA, TIaphl CTPEMUINCh 3aBECTH JPYTUX JeTel,
Ha/lesiCh «KOMIIEHCUPOBATh» IOTEPIO, TIOCKOJIbKY OBLIO
HeoOXOAMMO, YTOOBI CeEMbsI IOCTUTaIa OMpeeTeHHBIX
pasMepos®2. B 70-x rozax B 3amagHbIX CTpaHaX HaMeTH-
JIVCh U3MEHEHUS B IPUHATUY PENPOAYKTUBHBIX PEIIeHU.
[Tapsl, HaxozAIIMECA B IPyIIIe pUCKA U3-32 BEPOATHOCTU
3ab0J1eBaHUS TaJacCeEMUEH, CTapaJliCh UMeTh MEHbIIIe
JieTel. A Te, Y KOTOPHIX y»Ke ObUT OIH 3/J0POBBIN PEOEHOK,
60JIbIIIe HE XOTENU UCIIBITBIBATD CyAbOY. [L10Z0BUTOCTD
Oosibllle He ObLIA B IleHe. YBeIUYNBAIOIasACa BEDKIBae-
MOCTb O0JIBHOTO pebeHKa CTaHOBWIACh OpeMeHeM i
CceMbU, KOTOpas yTpauyuBaja CTPYKTYpPYy U «arpapHble»
LIEHHOCTH B [OJIb3Y IIpOLiecca VHAYCTpUaInu3anm, Kak
B genwTe peku I1o, Tak 1 Ha Kunpe. 3aKkoHOZATEIbCTBO
ITOMEHSIO CBOE OTHOIIIEHHE K TepareBTUIeCKOMY abopTy
1 pa3pelrnio MpaKTUKY MpeHaTaabHON JUarHOCTUKH.
[locnenHAA, B CBOIO O4Yepe/ib, CMECTHIA OCh PEIIPOAYK-
TUBHOT'O BEIOOpA B CTOPOHY >KEHIIUHBI U €€ pellleHus.
demuHMCTHYECKOE BUIEHVE TeHeTUYeCKOM ITPOdUIaKTH-
KJ HaCTauBaeT Ha TOM, 4YTO IIpeHaTaabHasd AUarHoCTUKa,
MMIUTaHTaIMA SMOPUOHA, BEpOATHBIN abopT — Bce 3TO
KacaeTcsA )KeHCKOro TeJla, YTO OMPAaBAbIBAeT ACUMMETPHIO
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B BOIIPOCE PENPOAYKTUBHOI'O BEIOOPA MapPHI B IOIb3Y
peleHus, IPUHATOTO KEHIIIMHOM.

Bce vare HabItoaeTCsA 0TKA3 OT MACCUBHOTO U daTa-
JINCTUYECKOTO OTHOIIIEHUs K reHeTU4eCcKuM 3aboeBa-
HUAM. biiarogaps npepIMIUIaHTallMOHHOU IMarHOCTUKE
CTaJI0O BO3MOXXHBIM POXKaTh 3[0POBBIX JleTeil. DTO cove-
TaHHe Pa3BUTUA TEXHUKU U COLIMATbHBIX U3MEHEeHUN
CII0COOCTBOBAJIO MOMBITKAM «CO3/IaTh H/I€aJbHOTO pe-
6eHKa». Jlaxke ecTM abCTparupoBaThCs OT TO3UTUBHOM
eBreHUKH, HallpaBJIeHHOMN Ha «yCOBepIlIeHCTBOBaHME»
YeI0BEYECKOTO POZIa, MaJIO KTO XOTEJT OBl TACCUBHO MPU-
HATH IIEPCITEKTHUBY POXKAEHUS OOJLHOTO MTH HECYACTHO-
ro pebeHKa. B OTHOIIIEHUY TOKOJIEHUST HAIITNX I€TeH MBI
MeperuIy OT cIydasi K BeIOopy. Peub uzeT 06 ogHOM U3
HaunboJiee 3HAYMMBIX IPOPBIBOB, CBI3aHHBIX C TPOEKTOM
«I'eHOM». BO3MOKHOCTH /I MHAWBUYaTbHOTO BEIOOPA
MHOI'OKPaTHO BBIPOC/IY, KOJUIEKTUBHAA 3THUKA IIPOTHU-
BOCTOMT PEaJIbHOCTH, KOTOpad ellle Napy AeCATUIETUN
Ha3aJ MpeACTaBAIach Y4eM-TO U3 00acTU HAYYHOMU
dbaHTaCTUKU.

Ecmu ¢ MHAUBUAYAIbHOM TOUYKU 3PEHUSA MOXKHO T10-
HATBH BBIOOD poAUTEel He TiepeZilaBaTh PeOEHKY AaKe
JIeTKyto Gpopmy 3ab0jieBaHuUsI, TO C KOJUIEKTUBHOM TOUKH
3pEeHUsI BCTaeT BOIPOC, I0JKHO JIM OOIIECTBO ITPOBOAUTD
IIpOrpaMMBI 10 MTPOPHUIAKTHKE JIETKUX 3a00/IeBaHUM
(WU «ABJI€HU»), TAKECTh KOTOPHIX TOUHO He OIlpe-
JleJieHa, WIN Aake MPOoPWIaKTUKY «DaKTOPOB PUCKa»?
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Hanpumep, MBI MOIVIH GBI IIPEATIOYECTh He IepejaBaTh
pebeHKy I'eH, MOBBIMIAIOIINN ITPePaCIIONOKEHHOCTD K
paKy rpyAu WK KUIIeYHUKa®, Tak ke Kak U He Ilepe/ja-
BaThb I'eHbI, KOTOPBIE MOT'YT CIOCOOCTBOBATH IOSIBJIEHUIO
IICUXWYECKOI'0 PacCTPOMCTBA, U, KOHEYHO, UMes BO3-
MOXHOCTB BBIOMIPATh, MBI IIPEANIOWIN Ob UMeTh pebeHKa
6e3 prcKa pa3BUTH Y Hero AuabeTa WiK CepAedHO-CO-
CyZWCTHIX 3a6omeBaHnii. CTaHOBUTCA BO3MOXXHBIM He
TOJIBKO IIpelyIpexJaTh TaKesnoe 3aboseBaHue, HO U
He Ilepe/jaBaTh reHeTHYeCKre IPU3HAKY, JajleKue OT
00IIenTpU3HAHHOTO ITOHATUA TXKEIOro 3aboseBaHus.
OO611ecTBO MPU3BAHO PEIIUTh, 0KHA JIU I0g00HaA
HEePCIIeKTUBA KOHTPOJIUPOBATHCS IIOTUTUKOU CUCTEMBI
3/I]paBOOXpaHeHNs, WIN OHA JOJDKHA OBITH ITylleHa Ha
CcaMOTeK C HepaBHbIM COOTHOIIEHWEM CIIpoca U IMpe-
JIOXKeHHUs, KOTOPOE CO3/IaeTcs ceifuac, yYuThIBasi UHTEH-
CUBHOE IIpeZIJIoKeHNEe TeHETUYeCKUX TeCTOB YaCTHBIMU
naboparopuamu. O6IIeCTBO IPU3BAHO PEIIUTh TAKXKe,
HACKOJIbKO MOJ/IePKUBATh WIN CTUMY/INPOBATh UHAU-
BU/Ia B ero BeIOOpe, IpU3HaBas, OHAKO, 3TOT BHIOOD
HENPUKOCHOBEHHBIM.

CywwecTByeT 11 reHeTUYeCcKun
neTepMUHN3M?

Mo:KHO yTBep:KaTh, YTO UMEETCA ColfuaabHoe 0100pe-
HUe BO3MOXXHOCTU IIpeAyIIpexX/aTh TAXKeIeHIIre reHe-
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TUYECKHe 3a60JIeBaHUA, BIEKyIUe OBICTPYIO CMEPTD,
Jearoliye el MHBaIUuZaMy U He UMeIolIye jeye-
Husd. [ToATBep)KZleHeM TOMY MOTYT BBICTYIIaTh PeKO-
MeHauuu BceMupHOM opraHu3aiuu 3ipaBoOXpaHeHus
0 HEOOXOAUMOCTH MPUMEHEHUS OOIIMHHOMN T€HETUKU
Tak)Xe U B CTpaHax c OrpaHUYeHHbIMU pecypcamu. Ho
CceroZHA MBI 3HaeM, YTO MOHOTE€HHbIe 3ab0/IeBaHusd,
CYMTAaBIIVECs HEM3MEHHO T KeJIbIMU, Ha caMOM JeJie
He BCer/la TaKOBBIMU SABJSIOTCA. B MeuiiHe leTepMu-
HU3M CUUTAETCA HAayYHBIM 3HaueHueM. Kioz BepHap
TaK yTBEP)K/JaJ B CBOel KHUTe «BBeieHUe K U3YUYEeHUIO
SKCIIepUMEeHTaJbHON MeJUIIUHbBI», CTaBIlIeN KJIacCU-
KOUM MeAUIMHCKOTO 3HaHUA. [IoHATHEe MOJIeKYIAPHON
MaTOJIOTHUU SBJISIETCA CTPOTO AETEPMUHUCTCKUM, OHO
MTO3BOJIWJIO TIOHATH ME€XaHU3M, 6arogaps KOTOpOMy
pa3BuBaioTcs 60se3HU. Bosie3aHU TeMOTIOOUHA MTPO-
BOI[UPYIOTCS €ro aHOMaJIbHOM CTPYKTYpOU, KoTopas,
B CBOIO OUepe/ib, 3aBUCUT OT F'eHeTUYEeCKUX MyTalluii.
[eHeTHYECKU IeTEPMUHU3M PACIIUPSET IEPCIIEKTURY,
MTOCKOJIbKY XOUeT MPeBUETh, OCHOBBIBAsCh HA T€HETH-
YeCKOU MyTalluU, TSKECTDb BBI3BIBAEMOTO €10 3ab0JieBa-
HusA. Ho aTo He Becerga npocto. ['eHeTndeckuii e ekt
MOXKET OBITH HEOOXOAMMBIM, YTOOBI CITPOBOILIMPOBATH
60J1e3Hb, HO YaCTO 3TOr'0 HEZIOCTATOUHO. [eHeTHUYeCcKue
HCCIeIOBAaHUSA TIOAPOOHO MPOAEMOHCTPUPOBAJIH, UTO,
HECMOTPS Ha OZJMHAKOBbIE MyTaIllU Y HOCUTEJIEN, cCaMU
60JIe3HU TTOTOM IMPOSIBJISAIOTCS C COBEPIIEHHO pa3HOMU
MHTEHCHUBHOCTbhIO%,
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IIporpamma «Jlop Memapum», 0 KOTOPO# MBI yike
TOBOPWIM, PaCIINpIIa CBOM IepBOHAYAIbHBIN HHTEpeC
¢ 6ose3nu Tes — Cakca Ha psJ APYTUX MATOJOTUM, HO
BMeECTe C TEM OHa U MOCTaBWUJIa OTpaHUYEHUe, yCTa-
HOBUB, YTO TeCTHPOBAHUE Ha BBIABJIEHNE HOCHUTENA
OyZleT IPOBOAUTHCA TOJIBKO B OTHOIIEHUU OYeHb T-
’KeJIBIX U CMePTeIbHbIX 3a00JIeBaHUM, JIeYeHUS KOTO-
PBIX He cyujecTByeT. TeM He MeHee, cIy4ai 60se3Hn
Tomre mpesicTaBIAeT HOBOPOTHYIO TOUKY B OI[EHKE ITPO-
rpaMM reHETHYECKOU NMpodMIaKTUKU. DTa OOJEe3Hb
TOKe OUYeHb YacTO BCTpedyaeTcs y eBpeeB-alllKeHa30B,
IIO9TOMY OHa BKJIIOYeHa B «IlepedeHb alIKeHA30B»
(«Ashkenazi pannel»). CornacHo pacueram, 60yie3Hb
IopakaeT MX B ZIeCATh pa3 Jallle, YeM IpeZicTaBUTeNIeH
ZpyTux HapooB. U Bce e reHeTUYeCKUi IeTepMUHU3M
B ciiy4ae ¢ 6ose3Hbio 'onre oueHb He3HAYUTENEeH .
Bosne3Hb MOXeT UMeTh pa3inudHble GOPMBI, OZHU —
TsDKeJIble C ZIETCTBA, Apyrue 0OHapyKUBAIOTCA O4YeHb
1o3/Ho. ['eH U3BeCTeH, U3BECTHHI PA3IMYHbIE MyTAIIHH,
IpoBoLMpYyIoIye 3aboeBaHue, HO, KaK U B CIyJae ¢
MYKOBUCIIZIO30M, @ MOKeT OBITh U yalle, IIPU OANHA-
KOBBIX MyTaIlUAX KIMHUYECKHEe KaPTUHBI MOTYT OBITh
COBEpIIEHHO pa3HBIMU. JleiCTBUTENbHO, HEKOTOPHIE
JIIOAY OOHAPYKWIH, YTO OHU OOJIBHBI, KOTZIA MPOILIU
TeCTUPOBaHUeE UCKIIOYNUTENTHHO U3 CTPaXa, YTO OHU SB-
JIIFOTCS HOCUTEIIMU, BO3MOXKHO, IOTOMY, UTO 60JIe3Hb
ObUTa IMAaTHOCTUPOBAaHA ¥ KOTO-TO M3 UX WIEHOB CEMbH.
K aToMy 106aBIseTCsI BO3MOXXHOCTB JIEYEHUS B CIydae
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MOSBJIEHUSI CUMIITOMOB, IYCTh a)ke MPU CTOMMOCTH
6osee 100 000 eBpo B roz B Utamuu. TakuM ob6pasom,
6opbba c 6ose3HbI0 ['0lIIe — 3TO HEYTO CpefHee MeX-
Zly BO3MOXXHOCTBIO MPOPUIAKTUKH, BO3MOKHOCTHIO
JledeHUs U Ipe/cKa3aTeJlbHONW HETOYHOCTHIO TeHe-
TUYECKOTO TecTa. [To BceM 3TUM NMPUYUHAM CHUCTEMBI
3/[paBOOXpaHeHMsA Pa3HBIX CTpaH, HanpuMep Kanazsl
u V3panis, KOHeYHO, 3aUHTEPECOBAHBI U BHICTYIIAIOT
MIPOTUB BO3MO)XHOCTHU PACcCETHHOI'O TeHETUYECKOTO
CKPUHUHTA JJIA MOKMCKa HOCUTENEeH B paMKaxX Mpo-
rpaMMBbl CUCTEMBI 3/[paBoOXpaHeHud. TecT, 0OJHAKO,
mpe/jiaraeTcs YaCTHBIMY JJabopaTOPUSAMU 3a ILIATY,
Y BBIOOD OcCTaeTcs 3a MHAMBUAYYMOM. VccienoBaHue
ap-HOCUTeJIeH TI0Ka3aJio, YTO I0CTATOYHO ITPEJIOKUTD
TeCT, YTOOBI CTUMY/IMPOBATD €T0 UCIIOJIb30BAHUE, TaKe
€CJIV DKCIIEPTHI 3TOTO He peKOMeHAyIoT. Ho ecyiu 3aTem
reHeTUYeCKas KOHCYJIbTAIUSA MPOBOJUTCS CIIeI[Ha-
JINCTOM II0 JaHHOMY 3a00JIeBaHUIO, TO PEAKO MapPHI
BBIOMPAIOT abOPT; TaKoe pelieHue MOXKeT OBITh MpU-
HATO TOJIBKO B CJIydae, KOT/la COBEPIIEHHO OYE€BUIHO
peABUANTCA TsDKenas popMma 3aboneBaHusa®® . Cryyait
6ose3Hu T'olte MOKHO PacIpOCTPaHUTh HAa MYKOBHC-
1u03. Kak MbI y:ke BUZeNU, KOTZa-TO CIUTANOCh, YTO
3TO 3ab0JIeBaHuE BEJET K MPEXK/JeBPEMEHHON CMEPTH.
CeroZiHa MBI 3Ha€M, YTO BBIABJISIETCS MHOTO CJIyYaeB
serkoit popmel 3aboeBaHus, U ePCIeKTUBA J0ITON
IPOZOKUTENBHOCTY U IIPUEMJIEMOTO KaueCTBa XKU3HU
He SBJIAETCA UCKIIoUeHneM. TakuM o6pa3om, mpobiie-
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Ma r€eHETUYECKOI'0 TECTAa HE MOXKET paCCMaTpUBATbCA
B OTPBIBE OT BOITPOCA BBICOKOI'O Ka4€CTBa reHeTU4YeCcKou
KOHCYJIbTall!.

Pea/IbHOCTD OCJIOXKHAETCS, €CJIM BMECTO Oojie3Hel
MBI IOTOBOPUM O T'€HETUYECKOM PHUCKEe WU Tpe-
PacCIoNIOKEHHOCTH. SIPKUM IPUMEPOM MOXKET CTaTh
pacTyllee BHUMaHWe K Hac/JeJCTBEHHOU mepegaye
reHEeTUYEeCKUX MYTallui, KOTOphIe MTPeApacioiaratoT
K Pa3BUTHIO 3JI0KAYE€CTBEHHBIX OIyxoJiei. CoracHo
nHbopManuu ¢ caita HallmoHaibHOTO UHCTUTYTA
oukosoruu (National Cancer Institute®®), 6sU10 HUAEH-
TuGUIUpPoBaHo bosiee 50 TUITOB HaCIeACTBEHHBIX 3a-
60J1eBaHUI, XapaKTePU3YIOUUXCS 3JI0Ka4YeCTBEHHBIMU
OMyXOJIAMU. B GONBIINHCTBE CIy4yaeB OHU BBI3BAHBI
BBICOKOTIPOHUKAIOIIMMU MYTaLUAMU, TIEPEJAIOITUMUCS
10 ayTOCOMHO-TOMUHAHTHOMY THUITy HacJIeZIOBaHUsI, TO
€CTh OT OZIHOT'O JIUIITb POAUTEISA, C BBICOKOM BEPOATHO-
CTBIO CIIPOBOIIMPOBATh 3aboseBaHue. J[jisi MHOTUX U3
3TUX 3a00/IeBaHUH CYIIECTBYIOT TeHeTHUYECKHE TECTHI,
KOTOpBIE MOTYT UAeHTUPUIIMPOBATh TAKOU PUCK. DTO
He 03HAYaeT, YTO HAIMYME MYTallU HETIOCPEACTBEHHO
SIBJIAETCS IPUYHUHOM 3a060/IeBaHUA, OHO JIUIIb CITOCO0-
CTBYeT 3TOMY. B HEKOTOPBIX CTpaHaX TeHEeTUYECKU
TECT JJI1 HEKOTOPBIX BU/OB OMyX0Jied (Hampumep,
OITyXOJIb TPYAHOMU JKeJie3bl WM HEKOTOPhIE OMyXOJIU
KUIIEYHWKA) HaYMHAEeT BKJIIYATHCSI B MIPOTPAMMEBI
06IIIeCTBEHHOI'0 3/[paBOOXPAaHEHUS C KOHKPETHBIM
HaMepeHUeM UAeHTUDUKAIIUU ceMel, OTHOCIIUXCS
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K TpyTIIIe PUCKA, ¥ IIPeJIOKEeHUA BO3MOXXHOCTH paHHEe!
JVIarHOCTUKU WINU TPOPUIAKTUKNA. DTOT OIBIT HaXO-
JVTCA ellle B HadaibHOM ¢ase. Ero nuaTerpanus B npo-
rpaMMBbI OOIIECTBEHHOTO 3/IpaBOOXpaHeHUs Tpebyer,
YTOOBI MUHUCTEPCTBA 3/[paBOOXPAHEHU IPOAYMATIN
CTIIOCOOBI ero MpUMeHEeHU U Pe3yIbTaThl. Kak BEIABUTH
ceMbHU, OTHOCALKUeCA K I'pynie pucka? Kak npegocra-
BUTb NHPOPMAI[MIO, HO HE CIIPOBOLIMPOBATh BOJTHEHUA
u cTpaxu? Kak «00y4uTh rpamMoTe» CEMbU T10 BOIIPOCY
MOHMMaHUA reHeTUKU omyxosuei? Kak oO0bACHUTH
CYThb PUCKa WX BO3MOXHOCTU? KaKyro KOHCY/IbTAl[UIO
OKasarTb B cJIy4yae IPUHATUA PelleHNs O IIPOAO/IKEHUU
poza? A TakKe Kak cZiesaTh JOCTYyIIHON yC/IyTy FeHeTH-
yecKoy MpodUIaKTUKU paka?

JlInbepanusuposatb Bbi6Op?

[IporpaMma TeHOMUKH B OOIECTBEHHOM 3/IpaBOOXpa-
HeHUU noTpeboBasa Obl, KaK MBI YIKe YOeIUIUCh, pAJa
CTpaTernyecKuXx IIaroB U HEMaJbIX UHBECTUIMH. [Ipu
3TOM ee IIPEUMYIIeCTBOM ObLia ObI 3aIUTa UHAUBUIYY-
Ma. VIMEHHO 10 TPUYHHE TeHEeTHYEeCKOl 6€3rpaMOoTHO-
CTH, CJIOXKHOCTH OOBSICHEHUS MOHATHS PUCKa, HeoIIpe-
ZIeIEHHOCTH OTBETOB I'€HETUKOB M HE CTOIMPOLIEHTHOMN
TOYHOCTH T€HETUYECKUX TECTOB TOT, KTO KeJIaeT MOJy-
YUTDb YETKHE OTBETHI, MOJKET OKA3aThCs B OUEHB 3aTPY/-
HUTEJTBHOM MOJIOXKeHUH. Vziest tnbepanbHON reHETUKHI
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mopasyMeBaeT MPaBo KaXkA0ro 3HATh COOCTBEHHBIN
TeHOM U /IeJIaTh CaMOCTOSITEIbHBIN PEITPOAYKTUBHBII
BBIOOD. EC/Tu cricTeMa 3ZipaBOOXpaHeHUs UMeEeT YeTKUE
OrpaHUYeHUs B IIPEJIOKEHHUH YCIYTH BCEMY HaCeTeHHIO,
TO CBOOOZIHOE MPOCTPAHCTBO OyZET 3aHATO yCIyraMu
YacTHOTO XapakTepa. [IpsMoe mpeaioKeHne TeHeTH-
YeCKUX TECTOB IMOAHUMAET Psifi MPO6JIeM U MPOTUBO-
CTOUT HAyYHBIM COOOIIECTBaM, KOTOPble 06€CIIOKOEHbI
HaWBHBIMU BOTIPOCAMU U TUTOXUM UHGOPMUPOBAHUEM
MAI[EHTOB ¥ BO3MOXKHOCTBHIO IIPEZ0CTABIEHS HEOJHO-
3HAYHBIX OTBETOB. 3allUTa MallieHTa — 3TO HeOOXOAU-
MOCTh. HO OTHBIHE MBI CTaIKUBAEMCSI C KOMMEPUYECKUM
peIoKEHUEM, PACIIPOCTPAHEHHBIM 110 TEPPUTOPUU
Y Yepe3 UHTepHeT-caliThl. OHO TOCTYIIAeT HATIPSMYIO K
MIOTEHITUATPHOMY TIAI[UEHTY, 00elast ONpeeuTh ero re-
HETHUYECKUI PUCK ITPeAPaCIIOOKeHHOCTH K OIpe/iesieH-
HBIM MOHOT€HHBIM 3a00/IEBaHUSAM: TUA0ETY, O3KUPEHUIO
WJTU TICUXUYECKUM paccTpoiicTBaM. Creluaau3upoBaH-
Hble JTabopaTOpPUH, OCHAIlleHHbIE HOBEHIIINM 060py/10-
BaHUEM, UMEIOT BO3MOXXHOCTh PacChlIaTh MPOOUPKHU
7151 coopa 06pa3IoB KPOBU WIM CIIOHBI, C KOTOPBIMU
BITOC/IEZICTBUU IIPOBOJSAT CJIOYKHBIE TeHETUYECKUE UCCIe-
ZoBaHUA. BOT Kakoli BRIPUCOBBIBAETCS 3Ta HAKJIOHHAS
Y CKOJIb3KasI IUIOCKOCTb, T/l COLIMAIbHBIN BOIIPOC T'eHe-
TUKHW HaYMHaeT IPUo6peTaTh TPeBOXKHYIO hopMy. MbI
Havajli C TaJaCCEMUH, Mbl YyCTpaHWIH 6ose3Hb Tes —
Cakca, B HacTosIee BpeMsi paboTalT MPOrpaMMBbI IO
60pbbe ¢ MyKOBUCITHZO30M, CO CITMHATBHOMN MBIIIIEYHOM
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aTpodueii. Mbl paspaboTajiu MPOrpaMMBbI IO TIOUCKY
HOCHUTeJIel Haubosiee peKUx 3aboieBaHU, OTPaHU-
YeHHBIX MaJIOYNCIEHHBIMY TpymiaMu. Ho Teneps Ham
mpezaraoT o0Iye reHeTUYeCKUe TECTHI, T/ie, C OAHOM
CTOPOHBI, TIPECIeAyeTCsI KOMMEPUYECKHI MHTEPEC, a C
JIpyroii — Mbl BUJUM JIIOZIEii, KOTOPbIE He 00/1aat0T
JIOCTaTOYHBIM YPOBHEM 3HAHUM, YTOOBI TOHATD PE3YJ/Ib-
TaT TecTa.

[Tpy moceueHUU HEKOTOPHIX CAWTOB, HAIpUMeEP,
23andMe wiu genePlanet, MOJKHO 3aMeTHUTb, YTO MPE-
JlaraeMbIX F€eHETUYeCKUX TeCTOB OYeHb MHOI'0, U OHU
HaIlpaBJIEHBI HE TOJIBKO Ha TsKeJble 3aboeBaHuA.
VuTepecHa HeZiaBHAA uctopus 23andMe, korga aTa op-
raHu3anys BBIHYK/IeHa ObUTa IIPEKPaTUTD IIPE/JIOKEHNE
TECTOB I10CJI€ ITOIyYEHUA NIPEAIINCaHNs aMEPUKAHCKOI'O
JlenapTaMeHTa 3/[paBOOXpaHeHHs, KOTOPBIN peln
IIPOBEPUTh KAaYeCTBO OTBETOB U MHGOPMALIUU, IIPeso-
CTaBJIIEMBIX JIAOOPATOPUAMHU JIIOASIM, TTPUCHLIABIINM
cBoto /ITHK Ha aHaiu3. OTa UCTOpHA BEIBOAUT Ha ITEPBBIN
IUIaH pobseMy IpAMOro MpeAIoXeHus My6irke fua-
THOCTUYECKUX WIN MEJAULIMHCKUX M€ HETUYECKUX TeCTOB,
IpeJJioKeHUs, He «QUIbTpyeMble» reHeTUKaMy WiIn
MeJMKaMU, CIIOCOOHBIMU OLIEHUTDb Ha/Ie’KHOCTh CaiTa,
aHaJU30B, a [VIaBHOE, KOPPEKTHOCTb UHTEPIIpETALIUU
pe3y/IbTaToB.

34ech MOXKHO BO3pa3uTh, YTO TECT HA BBIABJIEHHE
HOCHTEIA HE UMEET IPpAMOIro MEAUITHMHCKOTI'O 3(1)(1)61(-
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Ta, IOCKOJIBKY OH BBINIOJTHAETCA He JJIs1 JUAarHOCTUKU
3abosieBaHUA, a JTUIIb JJI TOTO, YTOOBI YeJIOBEK MOT
y3HaTh O PUCKe ero nepeiadyu CBOUM JeTAM. 3HaHUe
cobcrBeHHOM JITHK — 3TO MHAWBUAyalbHOE MIPaBo,
1 o0I11eCcTBEHHbIE MHTEPECH! He IOJKHBI CO3/IaBaTh MY
npenaTcTBui. KpaiiHsas mnbepanusanysa reHeTUIecKoro
TecTa IpeAycMaTpUBaeT JOBEpUTEIbHbIE OTHOLLIEHUA
MeX/Jy IByMs CTOPOHAMH, IIPU 9TOM JINYHOCTh MeeT
MIOJTHYO CBOOO/Y BBIOOPA TAKOU re HETUIECKOUN KOHCYTb-
TallMu, KOTOPYIO OH 3aX04eT MOoJyYUTh®. YUyuThiBasd,
YTO 3TO YK€ BO3MOXKHO, OyaroZiapsi CyIieCTBOBaHHIO
pPa3BeTBJIEHHOU MO BCEMY MUPY CETH JlabopaToOpui,
CIIOCOOHBIX BBITTOJIHUTH 3TU TECTHI ¢ 00pa3jaMu, BbI-
CJIaHHBIMU TI0 TIOUTE, peryiaMeHTUPOBaHUe IIpe/CTaB-
JiieTcd CJIOKHOU 3aZaued. /Iid 3amiuTel UHAUBU/A
«0011IeCTBO» IOJDKHO TMpeAJiaraTh JUIIb YCIyTy Oosee
BBICOKOTO KauecTBa. V1 TyT MBI Bo3BpaljaeMcs K Ipo-
6JleMe CTOUMOCTH.

CyuiecTByeT M cBOOOAHbIN BbIOOP?

[ToHATHE reHeTUu3anuy ObIO BBELEHO COLMATIbHOKI
HccaesoBaTenbHuIel D60u JIMNIIMaH s OIIUCAHUS
MEXaHU3MOB B3aUMOJENUCTBUS MeXAY HayKOU U 00-
IIeCTBOM, MeIUIIMHON U T'eHeTHUKOM, Ha OCHOBE TpPY-
0B Mmrda o MeAMKaau3auuu U 30715 O ATPOTeHUU.
3HayeHHe 3TOTO TEPMHHA, B CYIITHOCTU, HETATUBHOE
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1 0003HaYaeT pacTyIlylo TEHAEHINIO OOBACHUTD 060-
JIe3HU, OBeZieHNe WX GU3UOJOTUYECKYIO Pa3HULLY,
OCHOBBIBAsSICh HA T€HETHUKE.

[To MHeHUIO BYyX TFOJJIAHZACKUX HcclefoBaTenein”,
Ipoliecc TeHeTU3aIy MOXKeT ObITh M3y4eH Ha Pa3HbIX
ypoBHAX. C KOHIIeNTYyaJIbHON TOUKY 3peHUs — BBIPaXKasach
TePMUHAMU I'eHEeTHUKU JJIA ollpeZie/IeHUsA MeAUIIMHCKUX
mpo6sieM; C OPraHU3AIMOHHON TOYKY 3peHUs — Korja
CTAaHOBUTCSI HEOOXOAVMBIM CIIeIalIbHOE TEXHUYECKOe
3HaHUe; C KYJIbTYPHO TOYKM 3peHU — KOTZla 3HaHUe U
TEXHOJIOTHSA TeHeTUKY IIPUBOJAT K U3MEeHEeHUAM B UH/U-
BU/IyaJIbHOM U COLIMAJIbHOM IO/IXOZle K BOIIPOCY Perpo-
JYKTUBHOCTH U NTpodriakTUKy. HakoHel, 5To oHATHE
rMeeT Takke U prtocodckoe 3HaU€HUE — KOTZIa 3 HETO
cilefyeT oIpeZie/ieHHOe BH/ieHUe YeloBeuyeCKoN UzleH-
TUYHOCTH, MEXJIUYHOCTHBIX OTHOUIEHUN U MHAUBUJY-
aJTbHOM OTBETCTBEHHOCTH. /IBa MCC/IeZoBaTeNA KECTKO
KPUTHKOBAJIU OIIBIT OOPBLOEI ¢ TasacceMueil Ha Kurpe.
HecMmoTps Ha 3asABJIeHHYO LieJIb IO3BOJIUTB IIapaM CaMUM
JleNIaTh CBOM PeNpOAyKTUBHBIN BEIOOD, KAMITAHUS, TI0 UX
MHEHUI0, ObUIa MAaHUITYIATUBHOMN, TATEPHAJMUCTCKON 1
abcomoTHO KiIekmAmel. KTo mocuuTasn Obl cebs1 BiipaBe
IIPOM3BOAUTH IOTOMCTBO, He TIPOI/I TECTUPOBAHUE,
[I0/] TAaKOM yparaHHOM MpoIlaraHZoN 3a yCTpaHeHue
Tasaccemuu? IIpumep ¢ Tanaccemueil 6bLI Tapasur-
MaTU4ecKUM. JIUITb KaXKeTCs, YTO MOJEJb COLUaIbHOMN
reHOMUKHU MOXKET CIIOCOOCTBOBATh CBOOOJHOMY BEIOODY,
Ha CaMOM >Ke Jiejie OHa CKpBhIBaeT COLMAIbHYIO IIPe/B3s-
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TOCTb. OBIIECTBO YIKe PEIIUIO YKPETUTD U TOAEPXKATh
BBIOOD B ITOJTh3Y PEPhIBaHMS OEpeMEeHHOCTH, pa3paboTaB
IIPOrpaMMy TeHeTH4eCKOTro MHGOPMUPOBAHUSA/TIPOPU-
JIAKTUKU, «UHAUBUAYAJIbHBIA BEIOOD» OBUT WILTIO3UEN.
OTBETCTBEHHOCTh OKOHYATEIBHOTO BLIOOPA JIOXKUTCS Ha
VHAUBU/yyMa WIH, TOBOPS APYTUMHU CJIOBAaMU, UHAUBU-
ZIYyMy OCTa€eTCsI JIUIITh OTBETCTBEHHOCTb OKOHYATETbHOTO
BBIOOpA. ABTOPBI TOBOPSIT O «CBOOOTHOM BHIOOpE B M-
MepaTUBHOM KOHTeKCTe». KOHEYHO, roCIo/ICTBYOIast
KyJIbTypa UTPAET CBOIO POJIb, & KOHIEMIIUSA, TPUHATAS
CHCTEMOM 3/[paBOOXpaHeHMs, CIIOCOOHA BHYIIIUTH YyBCTBO
BHHBI JIIOOOMY, KTO C Heli He coriaceH. Eciu mpounTaTh
yKa3bl, BHIIIEIINE B UCJIAMCKHUX CTPAaHaX, TO MOXKHO
cZienaTh BBIBOZ, YTO HA CAMOM /Jiejie KOHEYHOMU IIeTbI0
ABJIAETCS UMIUIMIIUTHOE KJIeHMeHUE TeX, KTO He XOUeT
y4acTBOBATh B IOOPaYHOM TECTUPOBAHUH. [eHETUYECKUIA
TECT CTAHOBUTCS «MOPaIbHO» 00513aTeTbHbIM. Pedb UJIeT 0
pacIpocTpaHeHNH Ha BCe OOIIECTBO ITUYECKOM MEPCITEK-
TUBH «Jlop Memapuma», KpUTUKYeMOH MeUIMHCKIM
corosiorom ABraziom Pariem.

KTo pewaet?

Ha 4yem fo/keH OCHOBBIBAThCSA COLIMATIBHBIN UHTEpecC
JUTsS yCTpaHEHUs PeJKuX 3aboieBaHuii? J/IaHHBIN BOIIPOC
JIOJDKEH OBITh YHMCTO SKOHOMUYecKUM? Ko perraet? mu
JIydiiie, KakoB MeXaHu3M GOPMUPOBAHUS COTIACUA?
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KToO m1aBHBIE IeICTBYIONINE JIUI[A WK T€, KOTO CETO/HS
Ha3bIBatoT stakeholders (aHr1. — 3auHTEepecoBaHHbIE
qutia. — IIpumeu. nep.), CTOPOHBI, KOTOPbIE MOTJIA OBl
nMeTh uHTepec? KaxkeTcs, 4TO B 3amaJHbIX CTpaHax
BBIOOD ITepe/laH OMO3TUYECKUM KOMUTETaM. BroaTHKa
crasa npodeccruen, HayYHO-PETUTHO3HO-GUI0CODCKOM
JVICITUTUTMHOM. [TOMMMO KOHCY/IbTAIUi 10 OMO3THKE,
JIIOZIV TIPOCSIT TaK)Ke BBICKA3aThCs Ha IIpeAMeET BbIOoOpa
’KU3HU, CMEPTH U TIPOJI0/KEHUS poza. Ho Heobxoaumo
pPacCIIUPUTh COIUATBHBIN CIIOpP. DTUKA HE MOXXET OBITh
JIOCTOSTHUEM CITeITHaTM3UPOBAaHHBIX KOMUTETOB. OCo-
OeHHO B aHIVIOCAKCOHCKUX CTPaHaX, I/le UAyT OypHbIe
nebaThl Ha 3Ty TEMY, KaK CBUZETENbCTBYIOT MHOTOYHC-
JIEHHbIEe HeCTeluaIu3upoBaHHble, W TaK Ha3bIBaeMble
MIOMYJIApHBIE, MyOuKaruy. Ha camoM /iejie OHU HU4Yero
He TIOMYJIAPU3UPYIOT, 60Jiee TOT0, UMEHHO OHM TIPE/-
CTaBJISIIOT KYJIBTYPHYIO MaTEPUIO, HA OCHOBE KOTOPOU
II0OTOM MOSIBJISIIOTCS MHEHUS «OMO3TUKOB».

06LiecTBO U rpaXaaHe

MBI yke paccMaTpUBaIN IPUYKHBI, TI0 KOTOPBIM 00111e-
CTBO B cBOeM Haubosiee obIleM BUe MOIVIO OBl OBITH
3aMHTEPECOBAHHBIM B COKpAIlleHUH YaCTOTHI BCTpe-
YaeMOCTH reHeTH4YeCKUX 3a60IeBaHUi. DTO IPUINHBI
SKOHOMUYECKOTO ¥ TUYECKOT'O MOPAAKA. DKOHOMUYE-
CKasl TOYKa 3peHus CIUIITKOM IIPOCTa U MPSIMOTMHEHHA,
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6oJtee CJI0XKHOM OHa MOTJIa OBl OBITh JIUIIIb B OTHOIIIEHUN
SKOHOMUM JIeHET. DTUYECKUIN BOIIPOC HE MOXKET OBIThH
peliieH 6e3 pacCMOTPeHUsI TPOOIEMBI COCYIIIECTBOBAHUS
B COBPEMEHHOM T'OCYZJapCTBE Pa3INYHbIX ITHK.

Ho BBIOOp COIMANBHOTO 3/[paBOOXPAHEHUA 3aBUCUT
€llle ¥ OT BpEMEHU OCYIIECTBIEHUS TTOJTUTUKH, TIPEZICKa-
3yeMo 6e3pa3TnIHOM, eC/TM OHA He CTUMYJTUPYETCS 3arH-
TepeCOBaHHBIMU CTOPOHAMHU. YKe aBHO B HEKOTOPBIX
CTpaHax MPOBOJATCSA SKCIIEPUMEHTHI 110 TIPUBJIEYEHHIO
K peIIeHusAM IPak/IaH o MPUHINIY CyZa MPUCTKHBIX,
obpazoBanHoTO 1Mo Mmozenu Citizens Jury Handbook*??.
[TpeATTpUHUMAIOTCS TIOMBITKUA AOCTUYb GOPMBI, IPU
KOTOPOM BO3MOXXHO OyZIeT TPUHUMATh PELIeHUs BOTIPO-
COB, UMEOIINX TEXHUYECKYTO 6a3y, HO 0 KOTOPBIM BCE
JIOJDKHBI OBITh TPU3BAHbI K BEIHECEHUTO BEPAUKTA. B VTa-
JIUU OZ/HA TPYIINa UCCIe0BaTelel MpoBesa TOX0XUN
SKCIIEPUMEHT UMEHHO Ha TEMY MOJAEePKKU IIPOTPaMMBbI
CKPUHWHTA Ha BBISBIEHUE HOCUTEJS MyKOBUCIIH03a%2,
OTTaJIKUBAsACh OT OIIBITA BeHeTo, KOTOPHIH IIOKa3aJl, 9To
IpeyIoKeHUe TeCTa HAXOAUT CYIeCTBEHHYTO TIOAJEPKKY
Ha TEPPUTOPUU ITOTO PETHOHA, I'PAKAAHCKOE JKIOPH,
M3HAYaJIbHO HE MMeIOIIee ClIelNaTbHBIX TEXHUYECKUX
3HAHUWM, a JIUIIb MOTy4YUBIIee HHPOpMAIHIO 0 6oJies-
HU ¥ O BO3MOXXKHOCTSIX €€ TIpe0TBpallleH s, BEIHECIO
pelleHre B MOJIb3y COLMAIbHOTO BMEIIAaTeNbCTBA IS

* CHpaBOYHUK JJI WIEHOB Cy/la IPUCIKHBIX.
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pacnpocTpaHeHusa TecTta. HackoJbKO MHe U3BECTHO,
pedb UZieT O MepBOU MONBITKE UCIOJIb30BAHUA dTOU
($OpPMBI IEMOKpPAaTUM B IPUHATUY PEIIeHUA 110 TTOBOAY
reHeTUYEeCKOTO TecTa. DKCIIEPUMEHT, IIPOBeJIeHHbIN
B HECKOJIBKUX ropogax Vranauu, Ipofo/KaeTcd, U ero
pe3yabTaThl, 6€3 COMHEHUs, PACIIUPAIOT dTUYECKUHN
TOPU30HT e HeTUYeCKOI'o BOIIpoca.

BonbHble n accoumnaumnu

BosbHBIE IMEIOT HETIOCPEICTBEHHBIN MHTEPEC B JIEUEHUN
cobcTBeHHOTO 3a60meBaHuAa. OHU MOTYT CCBUTIAThCSA Ha
OTIBIT APYTHUX, ABJISIONIUHACS PE3yIbTaTOM JIMYHBIX OXKH-
JAaHUH, TSHKeCTH 3a00JIeBaHMsI, €r0 IICUXO0JIOTMYEeCKUX U
O61OJIOTUYECKUX 0COOEHHOCTEN, a TAKKE BEPOUCITOBE/Ia-
HUs. Acconaiiiy OONBHBIX SIBJISAIOTCSA «€HETUYECKUM
€o001IeCTBOM», BRIPA)XasiCh TEPMUHAMU COBPEMEHHBIX
COIIMIOJIOTOB B 00J1aCTU MEeIUIIMHEI. B pa3BUTHIX CTpaHax
OHU UTPAOT PyHAAMEHTATBHYIO POJIb B IIPUBJIEYEHUN
BHUMAaHUsA, B OPUEHTAIIU HAyYHBIX UCCIIEJOBAHUM, BO
BJIUSHUU Ha MOJUTUYECKYIO BIACTh, YaCTO JOCTUTAS
BeChMa OIIYTUMBIX Pe3y/IbTAaToOB. Bce acconmanum, 9pu
CaWTHI 5 TOCeIal, THGOPMUPYIOT O ZIOCTYITHOCTH TECTA
Ha BBIABJIEHUE HOCUTEJS, HO TOJIbKO acCOLMAIHA CIIU-
HaJTbHOU MbITIeyHOM aTpodum Claire Heine Foundation
OTKPBITO 3asIBJIIET O BEIOOPE MPOPIIAKTUKU U CTABUT
ee CBoel MpUOPUTETHOM 3a/jaueii.
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Criopsl BBI3BIBAET U POJIb caMoro mnaiueHTta. He-
KOTOPBI€ CUMTAIOT, YTO KAMIIAaHUU 110 MPOodUIaKTUKE
MPUTECHAIOT O0JIBHOTO, TOTOMY YTO IOAYEePKUBAIOT
Bec, KOTOPBIY OH ITPe/ICTaBIIAET A1 OOIIeCTBa, CTyl[aloT
KPaCKH, YBEJIMYNBAIOT COLIMATBHYIO CTOMMOCTh O0JTe3-
HU U CTPaZlaHUs, KOTOpble OHA IIPUHOCHUT, U PeCypCHI,
KOTOpbIE OHA OTHUMAaeT Ha IOUCKU jieueHus. CoracHo
['énemakepy u TeH XaBe, mporpaMma npopuIakTUKU
JieflaeT CTOMMOCTD Tepaluy BhIllle, YeM CTOMMOCTD 60-
nie3au. OHM YTBEPXKAAIOT, YTO ITIepBOOYEpeHOM 3a1a4elt
MeIMINHBI SBJISeTCS o0erdyeHue CTPalaHui U BOCIIPH-
ATre OOJBHOTO KaK HyXAarollerocs yeyoBeka. [lo3uiusa
3TUX aBTOPOB, OJJHAKO, 00yCJIOB/IeHa TeM (HAaKTOM, YTO
npodmIaKTUKa reHeTUIeCKOro 3aboseBaHusA TpebyeT
MIPUHATHA PelleHNs O IPOJO/LKEHNU POJA.

[To aTUM IpuYrHaAM caM OOJIbHOM ABJIIETCS OJHOM U3
[[EHTPaJIbHBIX QUTYP B CIIOPE, IIOCKOJIbKY IIPe/ICTaBIISAET
3JIeMEHT, UMEIOIIUM ITPaBO Ha IPUHATHE PellleHU B I10-
JIUTHKe MTPOUIAKTUKU. fl 0CO3HAI0, UYTO 3TOT ApTyMEHT
IIpe/ICTABISAETCS OYeHb JeTUKATHBIM U TPYAHBIM IS
006CyXIeHUS U3-3a PUCKA IIPO3BYYaTh OCKOPOUTEBHO.

HayuHble opraHu3auum

CyliecTByeT CHIbHAsA aCUMMETPHUA MeX/y pecypcamu,
HAIpaB/sIEMbIMU HA MIPOT'PAMMBI 10 TIOUCKY JIeYEHUS
reHeTUYeCKUX 3ab0/IeBaHUi U Ha UCCIeJOBATENbCKUE
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MIPOTPaMMBI /711 X TPOPUIAKTUKU. ACCOLIMALINY U UC-
cjlefioBaTesbCKHe OpraHU3allii pa3BOpauyuBaloOT KaM-
MIaHWUU 10 cOOPY CPeZICTB Ha UCC/IeZIOBAHMUS, CTIOCOOHbBIE
OTKPBITh TIEPCIIEKTUBY JieueHUs. MHOTYe UHUIIMATHUBEI
mupoko oceatorcsa B CMU. Ho kpaiiHe Majio ToBo-
PUTCS O TOM, KaK n3bekaTh 3TUX Oose3Hel. Vi3peaka Te,
KTO 3aHUMAaETCs MTOMCKaMU JIeYeHUS, 03a00U€HbI TAaKXKe
u npodurakTukoil. bosee Toro, A 3azat0ch BOIIPOCOM,
He CYIIeCTBYET JJU KOHQIUKTA MEXAY dTUMHU JBYMS
HccaeZioBaTebCKUMHU MporpaMMaMu? Bo3aMoxkHo, aa.
[To cyTwH, ycriex offHOM CHIKAeT HEOOXOANMOCTB IPYTOH,
KaK BaKI[MHAIMSA OT TOJIMOMUENUTA TTOJIOXKIUIa KOHel]
JIEYEHUI0 3TOM O0JIE3HU. DTa MPEANOCHUTKA OOBSCHSET
HEe3HAUUTEJIbHYIO POJIb, KOTOPYIO IO CHUX ITOP BBITTOIHAIOT
Hay4YHbIE OPTaHU3AINH B TPODIIAKTUKE T€HETUIECKUX
3abosieBaHMi. [lymMaro, 4TO 3TO MPOUCXOAUT ITO/] BIUSTHU-
€M JKeJIaHUA IUCKYTUPOBaTh Ha TEMbI € BTeHUCTUYECKOTO
xapakTepa. EBreHnka O6bpl1a MI3rHaHa U3 HayKy, M HayKa
n30eraeT CErofHs 000N TEMBI XOTS OBbI C JIETKUM OT-
TEHKOM €BTeHUKHU.

HayvHas MeZUIIMHCKas IUTepaTypa yessaeT O0JbIioe
BHUMaHUe HeraTuBHOMY 3 deKTy reHeTHIeCKOro TecTa.
OTOT 3P PEKT MOKET 3aKITFOUATHCSA B TPEBOTE MHANBU/IA
OT OCO3HAHUA TOT'O, YTO OH SIBJIAETCSA HOCUTENIEM, OTKAa3e
(uHOrZa HEOOOCHOBAHHOM) OT BO3MOXXHOCTH UMETh
JieTell, pa3INYHbIX TOOOYHBIX 3dPeKTax, C KOTOPbIMU
CTaJKMBAaeTCs IMapa, BlieyaTIeHUH, KOTOpoe 3Ta HO-
BOCTb MOXXET OKa3aTh Ha HECOBEPUIEHHOJETHETO WUIN
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Ha BOCIIPUMMYUBOTO YyesoBeka. Kpome Toro, BO3MOXXHBI
HeIOHUMaHUe ANar€o3a, KOTOPHIH MOXKeT OBITh Hea-
JIeKBaTHO CcOOOIIeH, HayyHasd HETOYHOCTh B OTBET Ha
3aIpoc TECTUPYEMOT'o O IIpeZjocTaBaeHUY nHopMaIuu
CO CTOIIPOLIEHTHOM TOYHOCTBIO. Bee 3TO cunTaeTcs mo-
604HBIMY 3G deKTaMM, KOTOPHIX TeM OO0JIbIlle OIacaoT-
cs1, 4eM 6oJIbIlle TOBOPAT O PACCETHHOM CKpPUHUHTE, He
YUUTBIBAIOIIEM YaCTHBIX, TO €CTh MEeHee YIIpaB/AieMblX,
CUTyalU.

OcTaeTcs MOC/IeAHUN MyHKT /1T 00CY>K/IeHUS — TeH-
JEHITYSA JIFO/IEH CTIOHTAaHHO O0'beJUHATHCS, YTO TPUBOJUT
B IIOCJIEZIHEE BPEMS K CO3IaHUIO aCCOLMAIUI OOTbHBIX
WY POAUTENEH, 3aCTaBISIONIUX OOIECTBO CUUTATHCA C
UX MPO6IeMOU. DTH acCoMaIY He OCTAHABIUBAIOTCS
Ha JIOCTUTHYTOM. VIM yzasoch 3ajaTh Hy>KHOE HalpaB-
JIEHWE TTOJTUTUYECKUM BJIACTSIM M HayYHBIM HCC/IeZI0Ba-
HUAM Os1aroZiapsi CBOeH ompeesaoleil poJii BO MHOTHUX
Hay4YHBIX yCIIeXax, ClTOCOOHOCTH BIUATH Ha 00IIeCTBEH-
HOe MHEHHe, HaXOAUTh CPEZICTBA Y OKA3bIBATh JJaBJIEHUE
JUTST IOCTYDKEHUS TTPU3HAHUSA U MIOAAEPKKHU CO CTOPOHBI
obmrectBa. Ho 06 3TOM MBI IOTOBOPUM B CJIEAYIOIIEH
IIaBe.
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AHTponosiorua u coumonorua
HOBOW reHEeTUKHU

Hac >ke mHTepecyeT MpeXx7e BCETO TO, YTO HA COBPEMEHHOM
TOPU30HTE OMOIOIUTHUKY Bpad U YIeHbIN IEHCTBYIOT Ha TOH
camoilt HU4YelHOU 3eMiie, KOTOpasi HeKOoT/la ITpUHa/Iexana
JIVIIIb CyBEPEHY.

Jlx. Aram6en, Homo sacer

[eHeTMYecKue coobLLecTBa U reHeTHKa
coobuecrsa Aenaga Paua

Mpsl yke uutupoBanu Asuaza Paija, u3pauabCKOro
COIIMOJIOTA M aHTPOII0JIOTa, YIIyOIeHHO U3yJYaBIlIero
MIPOIECCHI, CBSI3aHHBIE C TEHETUYECKUM CKPUHUHTOM
Hac/IeICTBEHHBIX 3a0oieBaHui. Ero mHTEpec ObUI co-
CpeIOTOYEH Ha COI[UATbHBIX, KYJbTYPHBIX, UCTOPHUYE-
CKUX Y PEJIUTHUO3HBIX dJIEMEHTaxX, KOTOPbIe 00yCIOB-
JUBAIOT MPUHATHE WM HEIIPUHATHE F€HETHYECKUX
HcC/ie[OBaHUM Ha YPOBHE HaceJeHUsI, B3aUMOCBS3b
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MeX/y BJIUSHHEM TOCyZapCTBa WIKM COOOIIEeCTBa U UH-
JVBUZAYAJbHBIM BEIOOPOM, IpeoOpa3oBaHUe MOHATHUSA
€BTeHUKH OT ANCTOINY IePBOH MOJOBUHBI XX BEeKa J10
3TIOXU T€HOMUKH. YUEHBIH TIOCBATI MHOKECTBO CTaTEN
MOHATUIO «T€HETHIECKOTO cOo001IecTBa». OH IIPOBOAVI
moJIeBBle UccaeloBaHuA OeynHOB B V3pawste, usydasn
Hac/eICTBEHHbIE 3a00/1eBaHsA eBpeeB-allIKeHa30B U
nporpammy «Jlop Memapum», cpaBHMBaJ OTHOLIEHKE
K T€eHeTUYEeCKUM HCCIeoBaHusIM B M3pause u B I'ep-
MaHHWHU Y OCYIIECTBJISI aHTPOTIOJIOTUYECKUI aHaINU3
pacrpocTpaHeHus BPOXXAEHHOU IITyXOTHl B OOIIMHAX
6exyuHOB B V3pawte.

[Tox «reHeTHYECKUM COOOIeCTBOM» Par’® moHu-
MaeT «IIobasbHOE SIBJIEHUE, T/le COYETAITCI HEKUN
o61Mii reHeTHYeCKUH GOH/, STHUYECKHUE IPAHUIIBI U
MOJIUTUYECKHE OOCTOATETBCTBA», KAK 3TO IIPOUCXOUT
y appoamepuKaHIIEB, Y aMHUIIIEH, y eBpeeB-allIKeHa30B,
y $paHKOKaHaAIEB WIN Y O€IyWHOB, HO IPUMEDHI
MOTYT ITIOBTOPATHCA. YCI0BUA reorpadpruieckon, STHU-
YeCKOU M KYJbTYPHON U30JISIIIUU CTIOCOOCTBOBAJU BHI-
COKOU BCTPEYaeMOCTHU crieluPUIECKUX peljeCCUBHBIX
reHeTUYeCKUX 3a00eBaHUM, TPUMEPHl KOTOPBIX MBI
yKe leTaabHO onuckiBau. C HAyYHOU TOYKU 3pEeHUs,
reHeTUYeCcKre HUCCleJ0BaHus MO3BONIWIN UAeHTUU-
IIMPOBaTh y 3TUX HAPOJAOB I'eHbl, IPOBOLUPYIOIINE
3aboneBaHusA. «['eHeTUYECKHE COODIIECTBA» UHTEPEC-
HBI IO MHOTUM IIpuunHaM. [Ipex/ie Bcero, 3HaHUAMU,
KOTOpBIE OHU UMEIOT O caMUX cebe U O pHUCKax, KOTO-
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pPBIMM YpeBaTa dHZOTaMusd. Y 3TUX HapOJ0OB reHeTHhKa
n JJTHK aBigioTcs sjieMeHTaM1 KOJJIEKTUBHOM HeH-
TUYHOCTH, Ha KOTOPBIX BO MHOT'OM 3WK/€TCS ITOHATHE
«OHMOCOINATBHOCTH». B OTHOIIIEHUH NX T€EHETUYECKOT'0
«pa3HO00Opa3usi» OHU 3aHUMAIOT MTO3UITHIO, CUJTBHO 00-
YCJIOBJIEHHYIO COOCTBEHHOM CHCTEMO IIEHHOCTEH, YTO
MTOCJTY>KWJIO TIOYBOM /IJIST UCCIeZIOBaHUM U COLIMATbHOMU
MIPAKTUKU C MOCAeAYIOIMNM IpUMeHeHueM IIporpaMm
110 TeHeTUYEeCKOU mpodunakTuke. biarozaps Takum
reHeTUYeCKUM coobIecTBaM ObLT pa3paboTaH psz
TECTOB Ha BBISIBJIEHUE HOCUTEJIS, KaK Te, 0 KOTOPBIX
MBI y>ke roBopuiu. OHU IIpe/CTaBIAIT UHTepec Tak-
’)Ke M C TOYKU 3peHUs Pa3BUTUA AUATHOCTHUUYECKUX
TECTOB, ITIOCKOJIbKY ABJAIOTCA MOTEHIUATbHBIM «PBIH-
KOM» JIJIS1 pacipOCTpaHeHUsA reHeTUYeCKUX HUCCIeZio-
BaHUU. KoHeYHO, reHeTU4eCKUH 3JIEMEeHT — 3TO OAWH
13 GpaKTOPOB UAeHTUDUKAIIUY TPYTIIIBI, HO MBI BUJHIM,
YTO B HANIUX OOIIEeCTBaX B HEKOTOPBIX CAy4YasAX OH
ObIBaeT JOMUHUPYIOIMUM. Ec/iu, ¢ OTHOU CTOPOHHI,
JeMCTBUTEJbHO FeHeTUYEeCKHe co0bIecTBa UMEIOT
STHUYECKYIO OCHOBY, TO C IPYTOM — MPOUCXOAUT 00-
pa3oBaHUe HOBBIX 00beZINHEHUH, MTOABJIEHNE aCCO-
LMaIWi, TPy HOAAEeP>KKYU, B3aUMOAENCTBUU MEXY
WHAWUBUAYyMaMU, OCHOBAaHHBIX Ha OMbITe OOJIe3HH.
Cero/iHs 3TOMY OJIaTOTIPUATCTBYET TaK)Ke U OOIeHue
B Pa3JINYHBIX CETSX Yepe3 MHTePHET. B jocTaTouHOo 60-
raThIX ¥ TEXHOJOTMYeCKH Pa3BUTHIX CTPaHaX 3Ta HOBAs
«HAIEHTUIHOCTh» CTajla UCTOYHUKOM PaclpoCTpaHeHUs
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3HAHWM, OpPUEHTUPOBAHUS HAayYHBIX UCCIE€J0BaHUM,
MTOJTUTUYECKOTO JIaBJIEHUS, TPUBJIeYeHUS BHUMaHUA
0011IeCTBEHHOCTH K OT/IETbHBIM 3a00/IeBAHUAM BIUIOTh
J10 CO37IaHUSA «T'PYIII IaBI€HUS», UMEIOITNX 00IIeCTBEH-
HYI0 3HaYMMOCTh. Cpe TAKOBBIX MOXHO BBIIETUTH
Genetic Alliance B CIIIA, dboHa mykoBucuzo3a North
American Cystic Fibrosis Foundation, ¢oHz cnvuHamb-
Hol MbiliieyHo aTpoduu Claire Heine Foundation mnu
Acconuanuio TajacceMHH.

TakuM 06pa3oM, reHeTHYEeCKOe 3ab0IeBaHue CIIpo-
BOIIMPOBAJIO MPOLECCHl CAMOOTIIpesiesieHUsI, KOTOPbIe
MOT'YT IIOMOYb OIPeJeTUTh BO3MOXKHBIE CTPATErUU TI0
ero ycrpaHeHur0. HekoTopbie 601e3HN KaXKyTCsA Hepas-
PBIBHO CBSI3aHHBIMHU C STHUYECKOU WK TeorpapuiecKoim
MIPUHA/JIEKHOCTBIO, KaK TaJlacCeMUs, CEPIIOBUAHOKIIE-
TOYHAs aHeMUs WK 6ose3Hb [eHTUHI TOHA B BeHecya-
se. B 9TuX ciay4yasax UCTOPHUYECKU HaZleXK/a Ha BBI3ZO-
pOBJIEHHE, MOJIEKY/ISIpHASA UAeHTUGUKAIMA OOE3HU U
CTpaTETrWy 10 MPOPIIAKTUKE ObUTH IIPUHECEHBI U3BHE,
nubo ciefoBasyu MOZENTN BMellaTeabCcTBa top-down,
TO €CTb «CIYII€HBbI CBEPXY», OYAy4U 0OYCIOBIEHHBI-
MU HAayYHO-TYMAaHUTAPHBIMH COOOPaKEHUSIMHU U/ WU
MOJINTUYECKUM BbIOOpOM. HeobxoamMo ObUT0 yOeauTh
HaceJleHUe MIPUHATh yYyacTHe B CTPATETUsaxX nMpoduiak-
Thdeckol MeaunHb Y. Kak rooput ABuaz Pai, B aTux
crydanx ob6pa3oBaHUe reHeTUYeCKOT0 COODIIecTBa ce-
ZI0BAJIO MEULIMHCKOMN WU SKCIIEPTHON TOYKe 3pEeHUs
(BeIpa’kasich TepMuHoIorueit ®yko, 3TO pe3yabTaT Medu-
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UUHCKO020 832/1510a), KOMOPOLL npucyuy npednucul8arowull
xapaxmep. TOT, KTO COAENCTBYET POBEAEHUIO KAMITAaHUH
10 TeHEeTUYECKOH TPOGUIAKTHKeE, BCEr/Ja CTPEMUTCS K
OyzyiemMy, KOTOPO€e OH cUuTaeT IydiruM. OCTaBUM ITOKa
6e3 ompesesieHUs 3HaYeHUE, IPUCBAUBAEMOE CJIOBY
«JIy4IINi», TOCKOJIBKY 3TO TpeOyeT MIOHUMAaHUSA CUCTEMBI
I[EHHOCTE!N CO00IIeCTBA U MHEHUS SKCIIEPTA.

HoBbIit mporiecc «6roconuantu3anm» HabogaeTcs
B IIPOMBIIIJIEHHBIX OOIECTBAX, IPUYEM ETO CTAHOB/IEHUE
IIPOMCXOAWIO B 0OpaTHOM nopsizike. B 30He ero nHTepeca
JexkaT 3aboyieBaHUs, Y KOTOPhIX HAaUMEHee OYEBU/I-
HOU ABJIAETCS dTHUYECKasA OCHOBA. VZeHTUGUKAIIUA
«COO0DOIIECTB» MMPOUCXOWIAa B OCHOBHOM CHU3Y, ITyTEM
CIIOHTAaHHOT'O OO'beIMHEHUS TIAIIMEHTOB WIN CeMeH,
KOTOpBIE 3aTeM 00pa30Baiv OPTaHU30BAHHBIE I'PYIITIHL.
OO6parrasich K IOBOJLHO MOJIOZIOMY HaIPaBIEHUIO COITHO-
JIOTUH 37I0pPOBbsA, Par ctaBUT mepes; co60¥ BOIIPOCHI:
KaKoe oIpeZieieHNe JaTh CTapbIM U HOBBIM «T'eHeTHh4de-
CKUM cO00IIIecTBaM»? KaK Ha HUX CChUIAThCA? KaKOBa
WX POJIb B IIEPCIEeKTUBE '€HETUYECKOTrO0 CKPUHUHTA?
KaKOBBI CICTEMBI IIeHHOCTEe!, C KOTOPBIMU ITPUXOJUTCS
CTAJIKUBATHCSA TIPU MPEAJIOKEHUY T€HETUKHU COO00IIe-
CTBa WV T€HOMUKH B TPUMEHEHUHU K OOIECTBEHHOMY
3 PaBOOXPAHEHUIO?

Ho cHavaia, yrBepkzaeT Pail, He06XOAMMO OIIpe-
nenuTh chepy reHeTUKU coo0IecTBa. DTO MOYBa JJIs
reHeTHKa, COIMO0JIOra, aHTPOII0JI0Tra WK IUAEMUO-
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jora? JTO TOYKa COBIAZIEHUA B3IJIAAO0B JJIs1 CO3/aHUs
HEKOMU IUCIIUIUIMHBI, KOTOpasd ellle HaXOAUTCA y UCTOKOB
mpoilecca coOCTBEHHOTO OCHOBaHUA? Kakue oTHOIIe-
HUS CBA3BIBAIOT KJIMHUYECKYIO T€HETUKY U T€HETUKY
coobimecTBa? Moe MHEHUE 110 3TOMY ITOBOZAY TaKOBO,
YTO, €CJIV OTBJIEUbCA OT JKeJIaHUA JaTh OIpe/iesieHre
3TUM JUCHUIUIUHAM (YTO YacTO 3aBUCUT JIMIIb OT He-
00XOIUMOCTH CIIEIIUATUCTOB B YCTAHOBJIEHUU I'PAHUI]
CcOOCTBEHHOTO SKCKJIFO3MBHOTO ITpaBa TPAKTOBATh He-
KOTOPBIE BOIIPOCH C HeM30eKHBIMU aKaZleMUIeCKUMU
OTCTYIUIEHUSMU), TO IJIaBHAsI TPobIeMa — IMOHSATh, KTO
BIIpaBe MPeACTABIATh «OMOCOIMATbHBIE» UHTEPECHL.
Mo>kHO 6bUTO OBbI YTBEPXK/AATH, YTO KIIMHUYECKAS TeHe-
THKa — 3TO AUCHUIUIMHA, OOpalleHHas K MHANBUAYYMY
WY K TIape ¥ COOTBETCTBYIOIAsi, HAaKOHeI], Tnbepab-
HOU reHeTHKe, T7ie UMeeT 3HaUYeHUe UHAUBUYaTbHOE
pemreHue. V1 HAaIpOTUB, reHETUKa COOOIIECTBA WU
reHeTHKa (cerogHs reHOMHUKa) OOIIecTBEHHOTO 3/Ipa-
BOOXpaHEHUs MOIJIa OBl IPEACTABIAThH COI[UATbHbBIE
WHTepechl. 3alauell KIMHUYEeCKON reHeTUKU ABJIAETCSA
KOHCYJIbTAIIVsA, JIUIIeHHasA 0013aTeTbHOCTH, KOTOpas
BCerJja IpHUCyTCTBYET B OOIIECTBEHHOM 3/IpaBOOXpa-
HEeHUU. B cymHOCTH, C OHOU CTOPOHBI, IOJDKHA yCTa-
HaBJIUBAThCA CBA3b MEXAY MHAUBUZOM WIHN MMapoy U
CIIEeI[MaUCTOM, KOTOPas OCHOBBIBANIACH OBl MCKIIIO-
YUTEJTbHO Ha Iepegade nHGOpMaIlMKU B aTMochepe
3TUYECKOTO HeWTpajJuTeTa; C APYrol CTOPOHBHI, BCET-
Jla TIPUCYTCTBYET UHTEPEC, KOTOPHIM CTABUTCS BBIIIE
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WHAWBUJA WIN Mapbl. DTO pa3fieieHhe CXeMaTUIHO,
MTOCKOJIbKY KOHIIEMIIHS TeHETUYECKOH OTBETCTBEH-
HOCTHM — 3TO BCe JKe BCerjia CoIfuabHOE YCTPONCTBO;
U Ja’Ke MHAUBU/, KOTOPBIM cYUTaeT ceOs1 CBOOOJHBIM
OT YCJIOBHOCTEN U JyMaeT, YTO JieJlaeT abCOJI0THO
CBOOOZHBIN BHIOOP, PYKOBOACTBYETCS COITUATbHBIMU
MpaBWIAMH U [IEHHOCTAMHU. TaKkuM 06pa3oM, BOIIPOC
MOXXHO TTepebOpMyIHUPOBaTh APYTUMU CIOBAMHU: KTO
SABJISIETCSI HOCUTEEM e HETUYECKON OTBETCTBEHHOCTU ?
VuanBuz, coobIecTBO (3THUIECKOE VT aCCOTHAIINSA),
rocyZapcTBO? DTOT BOIIPOC ITpaBa sABJIAETCA IZI[POM Beelt
3THUYECKOU MPOOJIEMBI, CBI3aHHOM C yCTpPaHEHUEM Te-
HETHYECKOTo 3aboeBaHuA’®. Pall MOAHUMAET BaXKHbIE
BOIpOCHI. [IprobpeTaeT ix coob11eCcTBO, KOTOPOE ceOs1
UAeHTUOUITUPYET KaK TaKOBOe, HAallpUMep, OOTbHbBIE
MBIIIIEYHOH AUCTpOodUE, IPAaBO BIAUATH HA BHIOOPD
MIOJIUTUKY 0011[ero 37paBooxpaHeHusi? Hy>KHO T KOH-
CYJIBTUPOBATHCA C STUM COOOIIECTBOM ITPU pa3paboTKe
cTpaTeruii o6IecTBEHHOTO 3paBooxpaHeHusa? I1o
OTIpeZieJIEHHIO TECT Ha BBIIBJIEHVE HOCUTEIS HAallpaBJIeH
Ha 3/I0POBBIX JIFOZIEN B TAKOM CJIy4ae; UMEET JIV IPaBO
60JIbHOW BTOPraThCs B OJIE AeATENbHOCTH IIPEBEH-
TUBHOTO 3/I]paBOOXPAHEHUs, UJIH XK€ er0 POJIb COCTOUT
JIUIIb B TOM, YTOOBI BEIpakaTh COOCTBEHHOE BHIEHE
6071e3HU, B31B Ha cebs 6pemsa yoexaenus? HageneH iu
6O0JIbHOM YeJIOBEK ITUIECKUM ITPEBOCXO/ICTBOM BBUY
CBOEro COCTOAHUA? VIMeeT iU IIpaBO reHEeTUYEeCKoe
CO00IIEeCTBO BMENIUBATHCA B BRIOOD MHAWBUAA WIU
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napsl? Korza ecTs conuaabHBIN HHTEpeC, He BO3pacTa-
€T JIN PUCK KJIeHiMeHUA O0NbHOT0, HOCUTEJIA WIH JjaxKe
YeJIOBEKa, He JKeJAIolero IpoxXoAuTh reHeTHYEeCKOoe
TeCTUpOBaHUe?

Par 3azaeTca BompocoM: fobaBisdeT U COIUO-
aHTPOITOJIOTUYECKUH B3I HAa TEHETUKY COOOIIeCTBa
YTO-HUOYAD MEAUIIMHCKOMY IToAX0Ay? OTBET CTPOUTCS
Ha OCHOBe BUfieHUs TeH KaTe, reHeTHKa U IIepPBOTO
peznakTopa )KypHasia «Community Genetics», Ha3BaHHe
KOTOPOT0 MOTOM ObLIO M3MeHeHO Ha «Public Health
Genomics»?®. Coo-aHTPOIOJIOTUYECKUH B3IJIA/ AaeT
WHCTPYMEHTHI JJIs1 U3MEPEHUs STHUYECKOH, TMHTBU-
CTUYECKOH, PETUTMO3HOMN, TIOJTUTUYECKON U U/IE0JIOTH-
YeCKOM BEeJIUYUH coob1ecTBa. JIo CUX TOp MHOXXECTBO
HICCIEIOBAHUH OBUTO TIOCBAIIEHO MOZIETU TeHETUIECKOH
KOHCYJ/IbTAIlN¥, HAallpaBJIeHHOW Ha WHAWBU/IA WIX T1apy.
O1eHUBaeMbIMU TTapaMeTpaMu ObUIN BBIHYKZEHHOE
MIPUHATHE WIN OTKa3 OT KOHCYJIbTAIUHU, CTPECC, KOTO-
PBIN OHA BBHI3BIBAET Y MHAUBHU/A WIU ITaPHl, peajlbHOe
MTOBBINIIEHYE CITOCOOHOCTH BHIOOpA WM NIPUHATHUS pe-
menusi. Ho Pai yTBep)KZ1aeT, 4To Terepb HaCTalIo BpeMs
MepeHeCTH 3TOT aHAIM3 Ha YPOBEHb COOOIIEeCTBa, Te
MMEIOT CUJIy TaKre HOPMBbI, KaK maTpuapxar, eJUHO-
KPOBHBIE COIO3bI WK 3ampeT abopra. COlMo-aHTPO-
MTOJIOTUYECKUH TTOAX0/ TpebyeT CMeHBI apafurMBbl.
[Tpexxze Bcero, BO3HUKAeT HEOOXOUMOCTb B U3yUYeHUU
COIIMAIbHOTO YCTPOMCTBA TEHETUYECKON KOHCY/IbTa-
1y, 6e3 cy>keHUsA MpobeMBbl 10 UHANBUAYATbHBIX
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oTHoueHWH. [ToaToMy ucciezoBanus Pana 6sutH 00-
paieHsl K coobIiecTBaM OPTOAOKCATbHBIX €BpeeB
iy 6e[ynHOB, KOTOPBIM OBLI NpeJI0KeH CKPUHUHT.
YueHBI! TPOAHAIU3UPOBAJ UX C AHTPOIIOJIOTUYECKON
TOYKU 3peHNs, IOMECTUB NIpe/IOKeHNe U IPUHATHE Te-
CTa B KYJIbTYPHBIN KOHTEKCT T'PYIIIIbI, HA KOTOPYIO OBUIO
obpateHo ucciesoBanue. Bornpocsl, chopMynrrpoBaH-
Hble PalleM, IMEIOT 11e/IbI0 CO37IaHke HOBOM MOpaJIy 1o
OTHOIIEHUIO K TeHETUYECKOMY TECTY, C IPU3HAHUEM
TOTO, YTO TEXHOJIOTHS ellle CIUIIKOM Mosioza. Mel BU-
JIUM ee pe3yJIbTaThl, KOTOPbIE IOCTOAHHO CMELTHBAIOT
po6JIeMbI TEXHOJIOTUH U 3TUKH, TIOCKOJIBKY OHU UMEIOT
o01IKe YepTHl C BOCIPOU3BOACTBOM YEJIOBEYECKOTO
poza. ZlocTaTOYHO YIOMAHYTb TO, YTO IIPOUCXOJUT B
Hallle BpeMsd B MTanuu, rie 3aKOHOTBOPYECKHe HeTOU-
HOCTH TI03BOJIAIOT COCYIIIECTBOBATH 3aKOHAM, KOTOPHIE
paspeniaioT abopT, HO OTBEPraloT BO3MOKHOCTb IIpeJi-
BIMIUIAHTAI[UOHHON JUArHOCTUKU, U TZe TPOLULTBIN
OTBIT OOPHOEI C TamacceMuel, KaxeTcs, He OCTaBUI
CJIeZIOB, KOT/Z]a 3TO HEOOXOAVMO B CBA3M C IIEPCIIEKTUBOM
poGWIAKTUKU MYKOBUCITUIO03a.

Hazio koHcTaThpoBaTh TOT (GAKT, UTO pPa3BUTUE TeEX-
HOJIOTMM TIOCTOSTHHO OpOCaeT BBI30B ATHKE, U YTO STUKA
He O/IHa, @ HAM HEOOXOZIIMO CMUPUTBCS C COCYIIIECTBOBA-
HUEeM Pa3JINYHbIX W/Ie0JIoru4YecKrX HanpasaeHui. K aTo-
My HaOJIOIEHUIO TTOABOJAT aHaIu3 Palja v ero orjeHka
CTpeMJIEHUA K TeHeTUYeCKOU MpopmIaKTUKe B Pa3HBIX
Ky/IbTypaX, OyZb OHU MYCYIbMaHCKUMU, €BPEUCKUMU
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VJTU XPUCTHAHCKUMMU, WIH B CUCTEMaX, I7le ICTOPUYEeCKU
HIOHATHE TeHeTI4YeCcKol NPodIIaKTUKY 06pesIo IPOTHBO-
MIOJIO’KHBIE ceMaHTHYecKue 3HadeHuA. OH aHaIu3upyeT
(baKTOpBI, He TO3BOJIAIOLIYE TeHETUIEeCKOU TPOMUIAKTH-
ke npeBanrpoBathb B CIIA vwiu B [epmanuu, HO ITpyU 3TOM
Jiefaolye ee IpueMaeMoi B MyCy/IbMaHCKUX CTpaHax
WU B €BPEMCKUX coobiecTBax. B l'epmMaHuy 04eBUIHO
HacJleZivie HAllICTCKOY eBreHHKH, U3-3a Yero CTAHOBUTCS
HeZIOIyCTUMOU 1/lesl 3aHTepeCcOBaHHOCTH roCylapcTBa
B IIPOBE/IEHNH MIOIUTHUKHY ITyOngHOM reHOMUKY. B CIIIA
cbOpMUPOBAHO abCOMOTHO JTUOEPATBHOE U CIUIITKOM
pasapobiieHHOe BUZleHUe, BhITeKalollee U3 CUCTEMBI
3/IpaBOOXpaHeHNs, I/ie COLMaIbHbIN UHTepecC IPHUHY/U-
TeJIbHO OTPaHUYEH CTPaXOBOU CUCTEMOH, a Takke, KaK
y»Ke TOBOPIJIOCH paHee, MaMATHIO O IIPoBaJjie IPOdUIaK-
THKU CEPIIOBUJHOKJIETOYHOM aHeMUH. B IpyTux cTpaHax,
TaKWX, Kak V3panib, AHIVINA WIK MHOTHE HCIaMCcKue
roCyZlapCTBa, COLMAIN3aIA MeJUIIMHBL U KOJUTIEKTUBHBIN
VIHTEePEC K 3/I0POBbIO OYAYIITNX TOKOJIEHU ObUTH IPUHSA-
TBHI U BHEJIPeHBI B CHCTEMY 3/lpaBooxpaHeHus. Cucrema
reHeTU4eCKOl NpOoPMIaKTHUKY BIMCHIBAETCA B BU/IeHUE
POJIY TOCyZJapCTBa, JaXKe eCIU 3TO BUIeHHE CUIBHO 3BO-
JIFOIIMOHHUPOBAJIO B TMOepabHOM HallpaB/IeHUH U COBIIa-
JlaeT C cCaMbIMU Pa3HBIMU PEIUTMO3HBIMU KYy/IbTypaMU,
HalpuMep, IPOTeCTaHTCKOM WX KaTOTMYeCKOU STUKOH,
60 TOYKOM 3peHus Ha IPOJI0JDKEHNE POZIa B PETUTHAX,
KOTOpBIE /10 CUX ITOp OI'PAaHUYEHHO IIPUCYTCTBOBAJIU B 3a-
IaJIHBIX CTPaHAX.
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BuocouunansHocTb [Nona PabuHoBa

[Monsipu3anus, KOTOPYIO MBI paCCMOTpPEH, KOHEUHO,
npeZicTaBjJeHa BecbMa cxeMaTU4Ho. Ho Haliel 1ieibio He
ABJIsIeTCA PaIMKAIbHOE IIPOTUBOIIOCTaBIeH e, FIMeHHO
6s1arozaps rpobieMaTHKe, KOTOPYIO OHAa 0OHaPYKHUBAET,
HOBas TeHETHKa CTaja IMpeIMEeTOM U3ydeHUs GUI0Co-
OB, KOTOpBIE, BO3MOKHO, YTOOBI JIy4llle OOBSICHUTH CBOU
TOYKH 3peHusi, 6e3 KosiebaHuU J0BEU UX 10 KPaiHOCTH,
IJIaBHBIM 00pa3oM, Ipe/icKa3bIBasi OyayInue ClieHapuu,
KOTOpbIE Ha CAMOM /JieJie KaXKyTCsl O4YeHb MaJjIo peaju-
CTUYHBIMU WIHM, KAK MUHUMYM, JaJeKUMU OT Hallek
CETOAHAIITHEN 1eCTBUTENbHOCTH. Eciiv MbI oOpaTuMcs
K no3utuu dunocoda-aHanutrka Jxxona Xappuca®, to,
KOTZIa OH TOBOPUT O «HOBOU ¢ase [...], B KOTOpoii aap-
BUHOBCKAs dBOJIIOIUSA, ITyTEM €CTECTBEHHOT'O 0TOOpa,
OyzeT 3aMeHeHa J0OPOBOJILHBIM MPOIIECCOM OTOOPA,
KOTOPBIHN, BMECTO OXKUIaHHA MIWITHOHOB JIET, B TEUeHHE
KOTOPBIX IMMPOUCXOAWIA AAaPBUHOBCKAs 3BOIOLNA, AACT
BU/IMbIE U OLI[yTUMbIE Pe3Y/IbTAThI TOUTH MTHOBEHHO»,
MBI [TIOHMMAaeM, YTO ero IapaZloKC COCTOUT He CTOJBKO B
YTBEPXKAEeHUN CBOOOABI (3TUYECKON) NHAWBH/A BBIOU-
paTh, KaK epefiaBaTb COOCTBEHHOE Hac/IeZie, CKOJIBKO
B IIOCTAHOBKE MeHee HacCyIIIHBIX BOIIPOCOB. Peub ueT o
TOYKax 3peHUsd, TIo[pa3yMeBalolUX He TOIbKO aHAIU3.
MpbI IOKa He B COCTOSTHUM CEJIEKIIMOHUPOBATD pacy Cy-
mepJIiozieli, BO3MOXKHO, Y HaC HUKOI/Ia He Oy/ZieT TaKoi
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BO3MOKHOCTHU. C APyToil CTOPOHEL, 1 HE HAX0Xy aKTy-
aJpHOM 03ab04yeHHOCTD dprutocoda FOprena Xabepmaca,
KOTOPBIU, IOBO/S 10 KPAWHOCTH CBOU ITPUMEPHI, ITBITAeT-
51 co371aTh COOCTBEHHYIO 3TUKY reHeTHKU S, Hao60por,
MIPUIILIO BPeMs CO3/IaTh STUKY HACTOSIIET0, BO3MOXKHO,
He YHHUBEPCATbHYI0, MOAUPHUITUPYEMYIO, HO CITOCOOHYTO
MIPUHSATH BbI30B, KOTOPBIH CEroiHs 6POCaeT TEXHOIOTH.
[ToaTOMY 51 CYMTAI0 HAMHOTO 60JIee KOHKPETHBIMHU HCCITe-
JIOBaHUSI MHOTOYHCJIEHHBIX COI[HOJIOTOB B chepe 3/IpaBo-
OXpaHeHUsA, KOTOPhIE PACCMAaTPHUBAJIN TEMY BO3MOKHOTO
yCTpaHeHUs reHeTHYeCKUX 3ab0IeBaHui, cTapasich Io-
HATD, KaK yCTPOEHbI HOBBbIE TeHeTYeCcKe OpUeHTalluu,
KaKOBbI MHAWBUyaIbHbIE WIN KOJUIEKTUBHBIE MOTHBBHI,
BJIUAIONIYE Ha PellleHNe O IIPOXOXKAeHUY reHETUYECKOTO
TecTa, KAKOBbI MHTEPECHI, TIO/AeP>KUBAIOIIe CKPUHUHT
HaceJIeHUsI W MPEeNSTCTBYIONe eMy, U Kak GOpMUpY-
I0TCs COITMAIbHBIE CYOBEKTHI, KJIacCUUITPYEMbIe KaK
HOCHUTEJIH.

B nocneanue fecATHUIETHA TeHETUKA IeMOHCTPHUPOBA-
Jia TeH/IeHIIUI0 TPOHUKHOBEHUS B TOBCEHEBHYO KU3Hb,
KaK B CBOe BpeMs OAKTEPHUOJIOTHUSA TPOHUKIIA B IUIHYIO
U COIMAJIbHYIO *KM3Hb B KOHIle 1890-x rozoB. Ycnex
mpoekTa «['eHOM YesioBeKa» CliocoOCTBOBAJ CO3/JaHUIO B
00I1IeCTBEe HOBBIX MHTEPECOB U MPEICTaBIeHUH. B KOHIlE
1980-x rozgoB ¢unocod u meauk dpancya JlaroHbe roBo-
PWI 0 HEOOXOAUMOCTH TTpeobIaZiaHus KyJIbTYPHOTO Hasl
ecrecTBeHHBIM. OH YTBEP)K/JaJl, YTO IIPOTPECC B OMOTIOTHUHN
Y B MeIUIIMHE TIOAHUMAET BayKHBIE BOIIPOCHI, CTIOCOOHBIE
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IMOKoJIe6aTh caMy OCHOBHI HAIIEro CYIeCTBOBAHUS:
TeJI0, IPOZoJDKEeHUE poaa, ceMbsi. OH OoTCcTanBas Heob-
XOZMMOCTb He OMOJIOTUYECKOT'0, & aHTPOIIOJIOTMTIECKOTO
OTBeTa Ha CIIOPHI O IPABOMEPHOCTH U3MEHEHNS TPUPO/IBI,
PaCTUTETbHOM WIN XKUBOTHOM. OH OTCTauBaJI POJIb Ky/Ib-
TYPBhI, TO €CTb BBIOOpa YesioBeka. J[oroe BpeMs KUBOE
CYIIIECTBO CUUTAIOCh CKOpee OOBEKTOM /IS U3YUEHUS,
KIaccudUKaIliy, UCCIeZ0BaHUsA, YeM /11 MOAUPUKAITIH.
«V[HE Ka)KeTCs1, YTO OHUM U3 PyHAAMEHTATbHBIX acIeK-
TOB BTOPOM MOJIOBUHBI XX BeKa ABJIAETCSI BO3MOKHOCTb
M3MEHUTD KU3HbD, [...] ClTOCOOHOCTH BMEIINBAThCA B
Hee, KOTOpasi TI0 CMEJIOCTH IIPEBHITIAeT GPUNKY MTePBOM
IIOJIOBUHEI BeKa. [...] CerogHsa MBI BXOAUM B IIMTaZehb
’KUBOT'O CYIIIECTBA, PACTUTENbHOM, YKUBOTHOM, YeloBe-
yecKou mpupoasl. [...] JKuBoe cyliecTBo cTaHOBUTCA
00bEKTOM, TTOAJIEKANUM MoAubUKanun»". [Ipupoga
He CTOUT Ha MecTe, oHa bricoleuse (¢p. «macmepuya Ha
ace pyku». — I[Ipumeu. nep.), SKCIIepUMEHTUPYET, BBOAUT
MYyTAaI[H1, KOTOPbIE MOTYT ITOKA3aThCsl HE3HAYUTETbHBIMH,
a 3aTeM IPOBOLMPYeT OypHOE pa3BUTHE, TPOU3BOJUT
HOBbIe BUZbL. JJHK — 3T0 6ecKOHEeYHOe COBEPIIIEHCTBO.
[TpocTast 1o CBOEMY CTPOEHHIO, OHA CO3/IaeT OECKOHEUHBIE
BO3MOXKHOCTHU. CerofHs 4eJIOBEK MOKET BMEITNBAThLCS
B 3Ty 3BOJIIOLINIO, MOXKET HAIIPaBIATH ee. /le6aThl, Kak
MBI YBU/IESTU paHee, TIPOZAODKAOTCS, 1 MHEHUIM MHOTO.
[TpucyTCTBYIOT MEAULIMHCKHE, STHYECKHE, GIITOCOPCKUE,
SKOHOMUYECKHE TOYKH 3pEHUS, BOKPYT KOTOPBIX 00pa3y-
IOTCSI HOBBIE COLIMA/IbHBIE GOPMBI.
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Ha ocHOBe BUzieHMA LIeI0r0 HAaIpaBIeHUA B COLIMO-
JIOTUM 3[I]paBOOXpaHEeHUs BRIpab0OTAIOCh CYyXK/I€HHE, YTO
HOBaA JYICLIMIUIVHA HallpaBjieHa He TOJIbKO Ha II03HAHUe.
Ee posb — u3MeHATb. OHa BXOAUT B «LIUTA/[EJIb >KUBOT'O
CylIecTBa», MOAUPUITUPYET OaKTEPUU, PACTEHUS, OTHU-
MaeT 3HAaYMMOCTh y €CTeCTBEHHOI'0 BILUIOTH /10 II0JIHOT'O
OTpULIAHMA €ro 3HaYUMOCTH. [1uila, pacTeHus, ;KUBOT-
Hble, KOTOPBIMU Mbl OKPY>X€HbI, CTAHOBATCA Pe3y/IbTaTOM
KYJbTYPHOU CeNeKIINU, HO BXO/ B «IIUTa/Eeb KUBOTO
CylllecTBa» BeZleT K COIlMaabHOM peopranusanuu. B ca-
MOM HayaJie IIPOeKTa UCCIeI0OBAaHUA I'eHOMa YeloBeKa
aMepUKaHCKUI aHTportosior [Tos PaGUHOB BBEJI TEDMUH
«OMOCOLMATBHOCTb». OH XOTeJ TPOTUBOIIOCTABUTD €r'0
APyTroMy, TOMYJISIPHOMY TOT/la TEPMHUHY «COI[OOHO-
JIOTUM», KOTOpasd, 10 ero MHEHUIO, SIBJIsIIach rpyboi
¢dbopMOit GHOTOTUYECKOTO U 3BOTIOIIMOHUCTCKOT'O IETEP-
MHWHM3Ma, OKOHYAaTEeJIbHO YTBEPAUBIIET'OCA C BEIXOJOM
B 1975 rogy 3HamenuTou kuuru OgBapzaa O. YuicoHa
«CoLMOOUOJOTHSA: HOBBIN CUHTE3» (Sociobiology. The New
Synthesis). CorioOHMOIOTHA TIPEATIONaraeT, YTO COIH-
aJibHadg OpraHu3anua — 3TO CBOET'0 POZa IPOAOLKEHNE
OMOJIOTUYECKUX JeTEPMUHAHT. PAOWHOB yTBEPXKAAJ,
YTO OHA JI0JDKHA OBITH TIPeo/ioJieHa MUPOBO33PEHUSIMU
Y 3BOJIIOI[MEN YeoBeKa, BBITEKAIOIIMMU 13 IIPOEKTOB
T€HOMUKHU U U3 MPOrpecca MOJIEKY/IIPHOU OMOJIOTH.
PabuHOB, yueHUK U Kojutera PyKo, BIOXHOBIEHHBIN
nmpouTeHueM «Bosie6HOM ropel» Tomaca MaHHa, rae
TybepKyse3 — 3T0 MeTadhOpUIeCKUil 06pa3 rryboKux
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M3MeHEHUN B 00IIeCcTBe, TIyOOKO HCCIe0Bajl POJb,
KOTOPY1O anugemMun xonepsl 1830-x rofoB ceirpaiu B
TIOSIBJIEHWH HOBBIX GOPM collasbHOCTU Bo @panIuu. OH
3a/1aBajicsl BOIIPOCOM, He TIPOU3BEJT JIU MPOEKT «[eHOM
YyesloBeKa» aHAJOTUIHOro 3dpdekTa? «TepMuH “6mo-
COIMAIbHOCTD” ObUT IPUAYMaH KakK IepBast MOIbITKA
BHOBb ITOTHATDH BOIIPOCHI HA TEMY KU3HU»'%, [To MHEHUIO
PabuHOBA, OZHOM M3 0COOEHHOCTEH TPOEKTA ABJIAET-
CS HEOTAETUMOCTD JKeJIaHUA 3HATh OT BO3MOXKHOCTHU
BMeIIaTbCA Y UBMEHUTH. MBI CTpeMUMCA Y3HATh FT€HOM
YeIoBeKa, YTOOBI BIUATh Ha FTeHETHYeCKHEe OCHOBEI 00-
JIe3HeHW KaK TeparneBTUYEeCKUM, TaK U IIPEBEHTUBHBIM
myTeM. J[pyruMu cioBaMU, TeHETHUKA YeJIOBeKa MOXKeT
CTaTh KyJbTYPHBIM OOBEKTOM, & HE TOJIHKO ITACCUBHO
MIPUHUMAaeMOH peaslbHOCThI0. PAOMHOB MpU3HAH KakK
«OTIBITHBIM aHTPOIIOJIOT» TIPOoIlecca IMPOMBIIIIEHHOT'O
IIPOM3BOZCTBA TeHeTUUeCKUX TexHosorui'’'. Copmecrt-
Ho ¢ Tanua Jlan-KoaHOM OH moApoOHO U3ydwst paboTy
kommaHuu Celera, 4acTHOrO aMepUKaHCKOTO 6uodap-
MalleBTU4eCKOTO MpeANpUsATUA, KOTOPOe BCTYIIHJIO B
KOHKYPEHTHYI0 60pB0Y C MpoeKToM «['eHOM YesioBeKa»,
MOZIIeP>KMBAaeMbIM T'OCYJapCTBEHHBIMU YUPEXKAeHUsI-
Mu'%2, Celera oTKpBITO IpezJiarajaa UCIoIb30BaTh 3HA-
HUe BCe KapThl '€HOB YeJIOBeKa /IS Pa3BUTHSA HOBBIX
BU/IOB TEPATIEBTUYECKOTO JIEYEHUS FTeHETUYECKUX 3200-
seBaHul. MHOTHe accolialnyy MaieHTOB 3aKII0YNIn
¢ Celera ¢popmanbHBIE COTTIAIIEHUS, IO KOTOPBIM OHU
MIPeAI0CTABIISUIN KIMHUYECKYI0 HHGOPMALIUIO U IOCTYTI-
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Hble 6a3bl JaHHBIX 0 /THK 60JbHBIX U WIEHOB UX CEME.
TakuM 06pa3oM, CTAaHOBUTCS MOHSITHO, YTO MMOHATHE
6MOCOIMATBHOCTHU JOBOJIBLHO OOIITMPHO M OXBATHIBAET
eI KoMmIuieke TeM. CloZjla OTHOCUTCSA BOIIPOC H/IeH-
TUYHOCTH JTFOJIE, KOTOPBIE ITPU3HAIOT CBOE O0IE3HEHHOE
COCTOsTHUE, OMOJIOTUYECKHE U KIMHUYECKUE OTKPBITHSA,
KOMMepUYEeCKHe UHTEPECHI, TIOTUTUIECKUH BBIOOD. HoBOE
6uosioruyecKoe 3HaHHE 00pa3yeT, IepepaclpeaesseT,
00BeZIMHSIET U OIpe/iesisieT HOBble OTHOIIEHUS MEXKAY
COLIMAIbHBIMU CHJIaMU, CO37IaBasi ITOYBY I COMMIKEHUS
MHO>KeCTBa HOBBIX JUCITUILINH, TAKUX KaK KJIMHAYEeCKas
MeJUIHA, OCHOBHBIE OMOJIOrMYecKre UCCIeI0BaHuUs,
3MU/IEMUOJIOTUA, COLJAOJIOTHA, SKOHOMUKA U FOPUCIIPY-
JeHIIus.

fBneHus 6uocCOIIUANBHOCTH, ante [ tteram oTHOCHU-
TeJIbHO GopMyIMpOoBKU PabHOBA, CYIIeCTBOBAIU BCET-
fa. Vlctopruyecky anuieMHUOJIOTHYecKoe Uian 6uoso-
ruvyecKoe MoHNMaHue HHQEKIMOHHBIX 3a00IeBaHUI
ABJIAJIOCH TIOYBOM Il PEOPraHU3alluU YeJI0BeYeCKUX
OTHOILIeHUH. B kauecTBe aKTyasIbHOIO pUMepa yIoM-
HeM naHgeMuio BIY, a B mponiuioM 3To ObUTH IIPOKa3a,
MOJIMOMUENUT Wiu Manapusa. C 6aKTepuoIorudecKoi
peBostonueii koHna XIX Beka oOHapyxeHue OaKTepuit
¥ BUPYCOB CTAJIO IPUYNHOHN ITyOOKUX U3MeHEHUH B
CTPYKType obInecTBa, ObLIN BBe/leHbl HOBbIE HOPMBI 1
IIpOLlelyPEl, CO3aHbl HOBBIE ITOJTHOMOYHUA. [TonuTnye-
CKas BacThb BBesa GOpPMBI BMeNIaTe bCTBaA B IIpaBuia
COBMECTHOM >KMU3HU. DNIUAEMHUU YyMBI, XOJI€PHI U II0-
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JIMOMHMEJNTA CITIOCOOCTBOBAI U3MEHEHUAM B OTHOIIIe-
HUAX MEX/y JII0AbMU, OABJIEHUIO CTpaxa 3apakeHus,
U30JIAIIUH, 00s13aTeTbHOU HeHTUOUKAITMY OOJTBHOTO,
IMPU3HAHUIO €r0 OMACHOCTHU /I OKPYXXAIOIINX, CO3/a-
HUIO CIEIVaNU3UPOBAHHBIX JedeOHbIX YUpeXJAeHUH 1
IIPaBWI COI[MA/IbHOM 3amuThl. KOHTpob TyOepKyesa,
cudmirca U MaJsIpUU PHBeEJI K HOBBIM CIIOCOOaM KOH-
TpoJia obmiecTBa. B ciaydae ¢ xonepoil 66N BBeIeHBI
IIpaBWwIa MeXHAIMOHAJbHBIX OTHOLIEHUH, KOTOPBIE B
WTOre Mellajy Ja)Ke TOPTOBbIM OTHOIIEHUAM MEXAY
cTpa”HaMU. B caydae ¢ 4ymoii 6bUTH CO37IaHBI ClIeNab-
Hble TpuOyHasbl. McTopra nHpeKINOHHBIX 3a001eBa-
HUHM — 3TO ucTOopUsa 6MoCOIMyMa. A KaK e UCTOpUs
reHeTUYeCKUX 3aboeBaHuii? [IoHATHe, TPe/IOKEeHHOE
PaGuHOBBIM, HABOAUT HA Pa3MBIILIEHUE O TOM, KaKue
bOpMBI COIMATBHOCTH MOTVIN ObI OOHAPYKUTHCS, €CITH
651 5TH 60Ie3HU OBUTN 3aHOBO UHTEPIIPETUPOBAHEI C
TOYKU 3PeHUs TeHeTUKU. KaK rOBOpWII caM yUeHbIH, «He-
CJIOXKHO TNIPE/ICTAaBUTD, YTO MOIVIH OB cpOpMUPOBATHCA
TPYIIIBI [KOTOpBIe BBICTpauBaiInCch ObI HA OCHOBe] Xpo-
MocOMBI 17, okyca 16 256, Mecta 654 376, ajiesibHOTO
BapuaHTa C TYaHMHOBOU 3aMeHOM»'%. BonbHbIe, UX
CeMbH, IieJible TPYIIEI COOMPaIOTCAa BOKPYT 00Iero nH-
Tepeca, 00yCI0BIEHHOTO MyTAalUAMU, TPOUCKXOAIINMU
B UIX F€eHETUYECKOM KOJ€E.

Ha camoM ziesie cyliecTByeT MHOTO IPUMEPOB TOMY,
KaK 'eHeTHKa CO3/IaeT HOBBle CaMOOBITHEIE 0Opa3oBa-
HUA. Accollanivy MallieHTOB U Hay4YHble coobIecTBa
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dbopMuUpYIOTCA HE BOKPYT MEAUIMHCKUX HYXKJ, 9TO
6BL10 6B HEOOXOZUMO B OTHOILIIEHMU MHOTHUX 00Je3-
Heli, a BOKPYT reHeTUYeCKOr0o 3HaMeHaTesisA. Mbl uMe-
€M B BUZYy Takue 3a00JieBaHUSA JbIXaTeIbHBIX IyTEH,
KaK UANOTaTUYeCKU JIerouHbI Gubpo3, smdusema
JIETKUX WIN MYKOBUCLHZA03. OTU 60ye3HU TpebyioT
TIOXOXKET0 JIeUeHUs B IUIaHe PeCIUPaTOPHON Usno-
Tepanuu, He0OXOJUMOCTH B KUCIOPO/E, TIEPCIIEKTHUBHI
nepecajiKy JIETKUX, U BCe JKe OHU criocobcTBoBanu ¢op-
MUPOBAHUIO PA3TUYHBIX COIIMAMBHBIX 0O0pa3oBaHUM.
OO6BsACHEHME 3TOMY MOXKHO HalTH B TOM, YTO IIPOIECC
QVATHOCTUKU U TeHeTHYecKas Tepanus CerofHs y3-
KOHAIIpaBJIeHbl Ha KOHKpeTHoe 3aboseBaHue. 13-3a
3TOrO CTasIa HeMbICTUMOM Ho3orpadysa, OCHOBAaHHAA Ha
cuMmnTomax. [TpomacTts Mex gy 60IbHBIM reModrinei
Y 4eJIOBEKOM C HapyIIeHHeM CBEPTHIBAEMOCTH KPOBH,
C TOYKU 3peHUs ANarHo3a 1 MOJIEKYIAPHOHN Teparuy,
HACTOJIBKO YKe BeJINKa, HaCKOJIbKO JlajieKa reMopuins
oT 3abosieBaHUs MOYEK. 3HAHUE TeHETUKU TTTyOOKO
M3MEHWIO CaMoO MOoHATHE 3aboseBaHuA. Mbl 06 3TOM
y>Ke YIIOMUHAJIN, HO BO3BpallaeMcs K 9TOH MBICIH.
Takum 06pa3om, pa3yMHO, 9TO JIFOAU, KOTOPHIM He00-
XOZMMBI Bce OoJiee Cliel[iaTu3upOBaHHBIE CPEACTBA
NVarHOCTUKY, HallpaBJIeHHbIe HAa UJeHTUDUKAI[UIO
VX 3a60eBaHuA, a TaKXKe AJIA Paclio3HaBaHUA HOCHU-
TeJIel Cpein WIEHOB UX CeMeM, WIH JIIOAH, KOTOPhIE
BO3JIATAlOT HAZIEXKy Ha MOJIEKYISAPHYIO TEPAIIUIO UX
3aboJyieBaHUsA, pacCCMaTPUBAIOT CBOE COCTOSHUE C Te-
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HETUYECKOM TOUKU 3peHUs GOJIblie, YeM C MO3UIUU
JledeHus, B KOTOPOM OHU HY>XAArOTCsA. BOT 1 cObIBaeTcst
npeackasanue [Tosa PabuHoBa 6osiee yeM ABaJIaTH-
JIeTHEH JaBHOCTH, TO €CTh 3HAaHWE TeHETUKY IIPUBEJIO
K HOBOW MHTepIpeTauy 3a060eBaHU U K TIOSIBJIEHUIO
HOBBIX «OMOCOIIAIbHBIX» sIBJIeHUH. Terepb ocTaeTcs
MOHSATh CIIOCOOBI, C TOMOIIBIO KOTOPHIX JE€HCTBYIOT
3TH HOBOOOPA30BaHUs, ¥ UX BIUAHNE Ha COLUAIBHYIO
NPaKTUKY, HA ODUEHTUPOBaHKE OUOTOTUYECKUX U Me-
IUIIMHCKUX UCCe[oBaHM. TakKe, ¢ HallleH TOUYKH 3pe-
HUA, CJIeIyeT 3a/1aThCs BOIIPOCOM, MOT'YT JI OHU UT'PATh
3HAYMMYIO POJIb B yCTPAaHEHUH UX COOCTBEHHBIX 3a00J1e-
BaHUI [TOCPEACTBOM ITPOrPaMM BCeOOIIIero CKpUHUHTA.
Ho cHavaia He06X0AMMO IPUHATH BO BHUMAaHUE POJIb
accolyanui, cor3oB 1 GOHIOB, HE3aBUCUMO OT TOTO,
KeM OHU 00pa3oBaHbl — MallMEHTaMH, YWIEHAMU UX
ceMel wiu npodeccuoHaNTaMH.

fBneHnsa HoBoW GMOCOLMaNbHOCTH:
accoumaumm, cotosbl, GoHAbI

HoBas nHTepperanus 3a6oieBaHNN TepMUHAMY I'eHe-
TUKU cHOKyCcHpOBaia BHUMaHUe 00IeCTBEHHBIX HAayK
Ha TOM, KaKUM 00pa3oM MHJUBHJ OCO3HAET CaMOoro
cebs, naeHTuGUIUPYET C APYTUMHU, OPTAaHU3YETCA B
I'PYIIBL U 00yCIOBINBAET pacupocTpaHeHe 3HAaHUH
0 cOOCTBEHHOM cocTOsTHUM. [Ipr3HaHue cTaTyca HOCU-
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TeJIs MeHsieT OTHOLIIeHUA UHJWBHU/A C CeMbel, C 3THU-
YeCKOU I'PyNIoN, K KOTOPOU OH NMPUHAJJIEKUT, U MO-
’KeT MOBJIMATH Ha €r0 BLIOOP B BOIIPOCE MTPOJOIKEHUS
poza. 'eHeTHYeCKOe COCTOsIHME 3aCTaBAeT MOAyMaTh
0 HOBOW COLIMAJbHOUW OpraHU3aluy BOKPYT O0JIE3HH,
CTpeMsACh JaTh el olpezesieHue, UIeHTUPULIIPOBATD
ee, 1aTh el KOJIMYeCTBEHHYIO XapaKTePUCTUKY U, BO3-
MO>KHO, IpeJOTBPaTUTh ee. HaunHaeTca mpoiiecc pe-
OopraHu3alyuu, B KOTOPOM HECKOJIbKO UHAWBU/YYMOB
MIPU3HAIOT CBOIO F'eHEeTUYECKYI0 WIeHTUYHOCTD, yCTa-
HaBJIMBAIOT OTHOIIIEHUS PYT C APYTOM U OPTaHU3YIOT
esITETbHOCTh, CXOXYIO C IeATeNbHOCThIO CTPYKTYD,
PYKOBOZAIINX UCCIeJOBAHUAMU B chepe JUarHOCTUKU
Y Tepanuy — MOJUTUYeCKHe BIaCTU, — HO IIpecyieyioT
ellle U MTPOMBIIIVIEHHbIE U KOMMepUYecKre UHTePECHI.
Kpome Toro, oHU 3aTparuBarOT BOMPOCH 3TUKU OT-
BETCTBEHHOCTH, UCKYCCTBEHHOT'O OILJIOZIOTBOPEHUH,
ZIOHOPCTBA AUIEKJIETOK U CIIepPMBbI, IpeHaTaJIbHOU
AUATHOCTUKU — TeMBbl, KOTOPbIE JJOBOJATCS [0 CBe-
JEeHUs MyOJIUKY U TPeOYIOT Auasora MeXay pasHbIMU
Ky/nbTypaMu. TakuM 06pa3oM, TOCTENEHHO pa3/iBUHY-
JIUCh PAMKHU, BHYTPH KOTOPBIX MOABJISINCH U UCUEe3aTU
accoumanuu O0JbHBIX U WIeHOB ux ceMei. Korga-to
OHY 00Pa30BHIBAIUCH IVIABHBIM 00pa30M BOKPYT TaKUX
mpobJieM, KaK Mpu3HaHue 60J1e3HU, TpeboBaHUe COITH-
aJbHOU 3alllUThI, IPOBeleHNE aKI[Uil B3aUMOIIOMOIIIH,
a B IIoCJIeIHUE AeCATUIETHS OHU ITIePEMECTUIHCH B CTO-
poHY pUHAHCHPOBaAHUA, HATIPABJIEHUS U OpraHU3aluU
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VCC/leZIoBaHUM. AccollMaliiy BEICTYIIAIOT KaK cobece-
HUKU aKaZleMUYeCKUX U MOJUTUIeCKUX YIpeXJeHNH,
BBINIOJIHAIOT a[MUHUCTPATUBHBIE QYHKIIUU, B TOM
YHCJIe OCYIeCTBIAA 61aroTBOPUTENIBHYIO 1eATeIbHOCTh
WJIY TIpeZjiaras MoZesIu jledeHus U noMoiunu. Yacto um
yZaeTcs cobpaTh 3HaYUTeNbHbIE GOH/BI, Yepe3 KOTOphIe
dbuHaHCUPYIOTCA U, ClleloBaTeIbHO, perlaMeHTUpY-
forca 6aHku TkaHel u JJHK. OHU opraHn30BBIBaIN
BCTPEYM JKCIEPTOB, KOTOPHIE YCTAHOBWIN KPUTEPUU
JIVarHOCTUKU U BO3MOXXHOCTU ITPOGUIAKTUKHU.

KpymnHbie accorranyu, MOSBUBIINECS BOKDPYT Te-
HeTHUYeCcKuX 3abojieBaHU, cTalu 0O bEKTOM H3yde-
HUSA HOBOM COIIMOJIOTUU T'€HEeTUYEeCKOH MeJUIINHEI.
Hanpumep, ®paniry3ckas acconuaiys IpOTUB MHUO-
natum (Association francaise contre les miopathies),
®oHz 60pbOBI C HAC/TeACTBEHHBIMU 3a00/IeBaHUSIMU
(Hereditary Disease Foundation) niu ®onz PXE, usy-
YA 3/IaCTUYECKYIO ITceBAOKcaHTOMY. OHU CO3/aIu
IUTOIIAZKY /1T BCTPEY YYEHBIX, YUPEXKAEHUA, OHOTeX-
HOJIOTMYECKHUE U TTOJIUTUYECKHE OPTaHU3alliH, CO00IIe-
cTBa naireHToB. CoInonoru ceprl 3/paBOOXpaHEHHUS
MOAPOOHO TTpOaHATU3UPOBAIN UX CITOCOOBI PabOTHI,
CIIocOOHOCTh HAKATUIMBATh U PACIPEENATh PECYPCHI.
Kapnoc HoBac u3 Bios Center ripu JIOHZOHCKOM IIKOJIE
SKOHOMMKH U mojauTudeckux Hayk (London School of
Economics)!®, roBops 0 MmyTanuu, IpoOUCXoAdIneii B
3TUX aCCOIUANMAX, 00 NX 3HAYUMOK POJIU B YIyUIIEeHUN
3I0POBbs 1 6J1ar0COCTOSHUSA OOJBHBIX, O BKJIaZle, KOTO-
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PBIF OHU ZIEJTAIOT B pPaclipocTpaHeHe OMOMEIUIIMHCKIX
3HAaHUU U UX HAKOIUIeHUe, IPeAJI0XKUI KOHIeIIUIO
«TMIOJTUTUYECKON SKOHOMUKU HaZieXK/Ibl». Ero TJ1aBHBIM
TE3UCOM ABJIACTCA YTBEPXKAEHUE O TOM, YTO aKTUBHOCTD
accommanui ManreHToB CIIOCOOCTBYeT TpaHCHOPMALIH
«OUOIOIUTUKI»; 3TOT TepMUH DYKO 3/1eCh UCITOIb3Y-
eTcs 11 ONIMCAaHUA BXOXK/eHUA KU3HEeHHbIX ABJIeHUN
B o6stacTh mosuTuku B XVII u XVIII Bekax. C Tex mop
MIOJIMTAUYECKHUE BJIACTHU, COBMECTHO CO CIel[UalInuCTaMU
13 pa3HbIX 00J1aCTeH, OT MEJUKOB /10 TPaZIOCTPOUTEIEH,
MIPUHUMAIOT Ha ce0s1 OTBETCTBEHHOCTD 32 YIIpaBJIeHHUE
’KU3HbIO, YTOOBI MEHSTh, KOHTPOJUPOBATD U PETYIUPO-
BaTh €€ C LeJIbI0 CTUMYJIMPOBAHUA UHAUBUAYATBHOI'O
1 KOJIJIEKTUBHOTO 6J1ar0COCTOSHUA?,

Tpancdopmanus, npousomneamas B XX Beke, Ipu-
BeJIa K 3apOXKAEeHUI0 SKOHOMUKY 3HaHUMN, CITIOCOOHOM
JleJlaTh UHBECTULIMU Y TIPOU3BOJAUTH OOraTcTBa, BhI-
IIOJIHAA AUArHOCTHUYECKHUE U TepalleBTUYecKUe 3aa4u.
MeTozBI, TOCPEACTBOM KOTOPBIX aCCOLMALINU BXOAAT
B cdhepy OMOTIOIUTUKY, — ITO IMOCPEAHUYECTBO B 00-
MeHe OIBITOM O OOJIe3HH, CO3ZaHue KOJUIEKTUBHOMN
WZIeHTUIHOCTU U oMUTHYecKasa Mobmin3anusa. HoBac
CKOHIIEHTPHPOBAJI CBOE€ BHUMaHuUe Ha accoruanuu PXE
International, koTopas cTUMyIMpPYeT U3y4eHHe IacTU-
JecKol ICeBAOKCAaHTOMBI. Accolianys ObUI1a OCHOBaHa
B 1994 rozxy AByMs poauTeniMu, o0ecrioKOeHHBIMU
MPaKTUYECKU MTOJTHBIM OTCYTCTBHEM MHpOPMAIUU O
60s1e3HU U CKYZAHOCTBIO0 OOMeJUIIMHCKUX HCCIeloBa-
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Huil. [TaTpuk u lllepon Teppu nocsie NOABIEHUS Y HUX
JIBOUX ZIeTel, 60JIbHBIX IICEBIOKCAHTOMOM, O0JIE3HBIO,
KOTOpas XapakKTepuayeTca MopaKeHUueM KOXU, IJia3
(BILIOTH A0 CJEMOTHI) U COCYAUCTON CHUCTEMBI, UYTO
MOXET [0BJIeYb PAHHIOIO CMEPTh, CO3/jaJIU CUCTEMY
OpraHu3alyy 1 yIIpaBjeHUA i CTUMYJIUPOBAHUA UC-
CJIeZIOBaHUM ZI0 COBepIlleHNs 3HAYUTETbHOTO ITPOPhIBa.
CJI0BO «3HAUYUTENbHBIN» BOILJIO B I3BIK aCCOLIMAIINH,
CIIOCOOCTBYIOIINX Pa3BUTHIO HccaeqoBaHui. OHO 03-
HadaeT He MHBECTUPOBATH B IIPOEKTHI C OrPAaHUYEH-
HOU IepCreKTUBOM, BHYyIIAIIUE ClIabyo HaZexXay,
1, HA060POT, MOAAEPKUBATh PEIIUTEIbHbIE IITIAaTU K
WM3yYEeHUIO U peaJn3aluy Tepanu, 4To OyAeT mpe-
CTaBJIATH IIEPCIEKTUBY [Jid nanueHTa. EcTecTBeHHO,
3TO COOTBETCTBYET MOJTUTHKE GUHAHCUPOBAHMUSA, TIPU
KOTOPOU MpeAIIoYTeHNe OTJaeTCsA KPyITHBIM IIPOeKTaM,
006s13aTeIbHO JOPOTOCTOSIIIINM, a HE MEJKUM U HeaM-
OUIIMO3HBIM. JTO TpeOyeT 0COOBIX OTHOIIEHUH C yde-
HBIM MUPOM, YTOOBI BBISIBUTh HauboJiee «OCTphie che-
PBI», BBIZIEIUTh HauboJiee MepCIieKTUBHBIE, a [JIABHOE,
pe3yJbTaTUBHBIE IPOEKTHI. 3HaueHue, kKoTtopoe PXE
International mpro6pesio B MOTUTHKE UCCIE€JOBAaHUT,
MIOATBEPKJAETCA OTKPHITUEM B TeUEHHE HECKOJIbKUX
neT 59 oducos B 15 cTpaHax. VIHTepecHBIM fABJAETCA
koMMeHTapuii HoBaca: «/leATenpHOCTh [Acconnanuu
PXE] MoxeT cuuTaThCsA IOJUTUYECKOU B TOM Mepe, B Ka-
KOU oHa OpocaeT BBHI30B TPAAUILIMOHHOMY aBTOPUTETY
MeAVITMHCKUX U Hay4dHBIX Tpodeccuii. PXE opranuso-
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BaJIa cCaMO€ KPYITHOMACIITaOHOE IHEMUOJIOTUYECKOE
rcciesoBaHue O0e3HU, COOMpaeT MeXAYHapOAHbIE
koHpepeHnuu, obnazaer 6ankom JJTHK u kpoBH, KO-
TOPBIH MIPEAOCTABIAET HAyYHOMY co00IIecTBY». Heco-
MHEHHBIM YCIIEXOM OBUIO OTKPBITHE T'eHa, BJIAIOIIEr0Cs
MIPUYMHOU 3a001eBaHus, U pa3paboTKa AUarHoCTHYe-
CKUX M TepaleBTUYECKHUX MPOI[ECCOB, KOTOPBIE OBLIU
3aMaTeHTOBAHBI /IS NX O6€CIUIATHOTO MPe0CTaBIEHU
C 1IeJTbIO TTPOBE/IEHUS UCCIeIOBAaHUN U JIeYeHUS.

VHaue CI0XKWINCh OTHOLIEHU MeXAy AMepuKaH-
CKOU acconuarnuvei 6ose3Hu KaH3BIH — peJKUM 3a-
60J71eBaHUEM, PACIIPOCTPAHEHHBIM B OCHOBHOM CpeU
eBpeeB-alllIkeHa30B, U YHHUBepcuTeToM Maiiamu. B aTom
cyIydae TOXe OIIpe/lesIAI0IINM ObUT BKJIA/, aCCOLMALNU
B OTKPBITHE I'eHa, IPOBOIMpPYIOIero 601e3Hb, HO YHU-
BEPCUTET IIPUCBOWII cebe MPaBo MaTeHTA U CAeJal J10-
CTYIIHBIM TOJIBKO 32 IUIAaTy 3HaHUsA, KOTOPbIe IIPUBEH K
AUarHOCTUYeCKOMY TecTy. Accollaliys, Co3laHHad OT-
I[OM OOJTBHBIX /leTel, IVITAaHUPOBAJIA, YTO TECT IMIOCTYKUT
JUTs1 BBISIBJIEHUSI HOCUTEJIEN U YTO OH OyZIeT IIpe/jiaraTh-
cs1 6ecIIaTHO C IEPCIEKTUBOM ycTpaHeHUs 3aboyieBa-
Hus1. Ha camowm giesie 60sie3Hb KaHABIH OBICTPO BOIILIA
B «€BPENCKUI llepedeHb», Ipe/jlaraeMblii IporpaMMoin
«Jlop Memapum». KOHPIUKT Mexay acconuanyeis u
YHUBEPCUTETOM OBLT OBEJEH /10 CyZla ¥ 3aKOHYMIICSA
HEKUM IT0Io0reM KOMIIpOMUcca. TOT crydyai mpruob-
pes ocoboe 3HaUYeHUe, B TOM YKCJIe SKOHOMUYECKOE,
KOT/Ia acCcoIMaIys 00MIach TOro, YTOOBI BIUATETbHBIN
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AMepUKaHCKUU KOJUIEIK aKyIIepOB U TMHEKOJOTOB
(American College of Obstetrics and Gynecology) ctan
PEKOMEeH/I0BATh Ipe/JIOXKeHHE MTPei3adyaTOYHOTO TeCTa
BCEM IMapaM allKeHa3CKOTO MPOUCXOXKIEHUS, YTO B
CIIIA (v He TOJBKO) IPAKTUYECKU MTPUPABHUBAETCA K
0b6s3aTeIbHOMY 00C/IeZJOBAHHIO, YIUTHIBAA, YTO OTCYT-
cTBUE MHGOPMAIIUU MOXKET ITOBJIEYb OTCYTCTBUE OITbI-
Ta y Bpaua, Habiogao1ero bepemennyto. Kaptuna,
TaKuM 00pa3oM, CKJIabIBaeTcsA HerpocTas. KoHedHo,
Kak npeaBuzesn [los PabuHOB, pa3BUTHE TEHOMUKU
MIPUBEJIO K BAXXHBIM ITOCTIEACTBUAM. MOXXHO TOBOPUTH
0 «OMOOTIeHKe» 3HAHUU U I'eHeTUYECKUX PECYPCOB.

Bosiona Pabeapu3soa u Murtens KautoH eTaabHO
U3y4wiu GppaHITy3CKUe acCOIhAIlNY MalueHTOB U UX
criocoObl paboThI!®. OHM XOTENU MPOAHATU3NPOBATH
«MHO>KeCTBEHHOCTb GOPM OTBETCTBEHHOCTH», KOTOPbHIE
3aBUCAT OT HAI[MOHAJIbHBIX, UCTOPUYECKUX U TTPABOBBIX
YCJIOBUH, a TAaK)Ke OT 0COOeHHOCTeH 3a00/1eBaHuA. Yue-
HbIe BBIZIeJISUTH IBe GOPMBI acCoIhallM: acCOIMaIUH,
OKa3bIBaIOUIUE TOANEPIKKY, U aCCOIUALINU «OpaTheB
10 HeCYacThi0», B 3aBUCMMOCTHU OT 3Ha4eHUs, KOTOpoe
OHU MPUAAIOT 60JIPHOMY. B KauecTBe TOKa3aTeJbHOTO
npuMepa GpaHIly3CKUX aCCOIMAIIUMN MOXKHO YIIOMSHYTh
Accornuanuio napanutukoB @paniuu (Association des
paralysées de France — APF), B koTtopoii ¢ 1933 roga
00 beINHSAIOTCS JIFOAU, TIOPAYKEHHBIE MTapaJTNYOM IIPU
MIOJTMOMUENIUTE. DTa aCCOLMAaLMA CeroHA KOHTPOJIUPY-
€T OTZe/bHbIE acCIIeKTHI JleueHus 3aboeBanusa. OpaH-
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1y3ckad accouuanusa muonatuu (AFM), mogBuBIancs
B 1958 rogy, pacimpuia CBOIO MUCCHIO, TO3ULIMOHUPYS
cebs1 He TOJIBKO KaK MPOCTPAHCTBO /JIsI PA3BUTHSA KOJI-
JIEKTUBHOU UIEHTUYHOCTU U TIOMOIIIY [TPU PEUHTEerpa-
MU B 00111eCcTBO OOJBLHBIX U YIEHOB X CEMEH, HO U KaK
CpeZCTBO BEIHECEHUS TeMbI O0JIe3HU B IIyOJIUYHOE ITPO-
CTPAHCTBO IyTeM opranusanuu /lHeil u3ydyeHus MUO-
MaTUU ¥ BCTpeY CIeliMaIiCcTOB U HelTpodeCcCHOHaOB.
C KOHIIeNTyaJbHOM TOUKHU 3PEHUS, TPOUCXOAUT IEPEXO]
K accolraTUBHOU popMe «6opbOBI ¢ 3a60IeBaHUEM >,
TO €CThb aCCOI[MALIU He TOJIHKO BBICTYIIAIOT TUION[AAKA-
MM JIJIs1 00 beIUHEHUS, COMUJAPHOCTU U GUIAHTPOITUU
(accommaruu 6OJBbHBIX), HO U UTPAIOT BaXKHYIO POJIb
B YCTpaHEHUU IMaTOJOTUU. boabHOM caM HauMHAeT
KOHTPOJIUPOBATh UCCIEIOBAHUSA, U €0 COOCTBEHHOE
OTHOIIIEHNE K MPOLIecCy CTAaHOBUTCA MpodeccruoHab-
HBIM. JTa TOUKA 3pEHUS CTABUT IAI[eHTa B IPyTou op-
raHu3allMOHHBIN, IPOU3BOCTBEHHBIN U MOTUTUYECKUHN
KoHTeKCcT. DOpMUPYIOTCA TaK Ha3bIBaeMble lay-expert,
«HenpodeccruoHaNbHbIE DKCIIEPTHI» JIIOAU, KOTOPhIE
BBU/IY IPSIMOT'O WM KOCBEHHOTO MHTepeca CTPEMSATCS
pacIIMpUTh CBOU 3HAHUSA B 00J1aCTU OMOJIOTUY U MEZIH-
IIMHBI ¥ BBIOMPAIOT cOOeCce[HUKOB-3KCIIEPTOB, BIUSIS
Ha HalpaBJ/ieHUsA ucciesoBaHua 'Y,

BrmpoyeMm, acconpaIiuy MaryeHToB YacTo CTPAJaoT
oT addekTa «ocHOBaTENA». VIX 1eATETBHOCTD OT/IaXKeHa
WCKJIIOUUTENBHO HAa OCHOBE U/IeaIbHBIX TIPE/ICTABIEHHIA
TeX, KTO UX CO3J]aBaJl, U BEIOOP co3zaTesnell MOXKeT OBITh
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KakK B I10JIb3Y, TaK U IIPOTHUB KaMIIaHWH MaccoBOTO
CKPUHUHTA 10 NOUCKY HocuTenei. Heobxoammo Takxke
IIPOZIEMOHCTPUPOBATD X PeabHYIO IeMOKPAaTUYHOCTh
B IUIaHe GpaKTUYeCKOro yJyacTusa 4WieHOB (OOIbHBIX),
IZle OHU BBICTYTIAIOT B KayecTBe IIpe/icTaBuUTeNe
MIPUHATHA PelleHUH 1 HallpaBjieH!d AesITeIbHOCTH Ha
caMoM o611eM ypoBHe. HacTo CyiecTByeT MeXaHU3M
nepezavy OJTHOMOYNH Hanubosiee akTUBHBIM 4ieHaM,
KOTOpble HAUMHAIOT 3a/laBaTh MOJUTUYECKUU KypC.
YuuTeiBaa BAHUAHUE, KOTOPOE HEKOTOPBIEe U3 3TUX ac-
conyanyii okasplBalOT HAa HAay4YHble U MOJIUTUYECKUE
KPYyTH, a TaKXXe, B HEKOTOPHIX CJIy4asaX, UX SIKOHOMUYe-
CKOE COCTOSIHUE, ITOT aclleKT IIpe/iCTaBsgeTcsa HeMaJlo-
BaXKHBIM. C Hallleli TOUKU 3peHUs, BCTaeT BOIIPOC POJIH,
KOTOPYIO «['€HEeTUYeCKoe COObOIIeCTBO» MOXKET UTPaTh
IIPU OCYIIECTBIEHUU BEIOOpA CAHUTAPHOU IMOJTUTUKH.
TpyzHO npeAcka3aTh, KAKUM OyZeT BAUAHNE accolira-
I[UH B BOIIpOCe YCTpaHeHUs reHeTHYecKux 3aboseBa-
HU#. CMOTYT T OHU BBIPAb0TaTh OOLIYIO TEHEHIIUIO,
ob1rye mporpaMMHBIe JOKYMEHTHI, OOIIyI0 TIO3UIIUIO,
KOTOPYIO MOXXHO OyZIeT IpeJIOKUTh TOJUTHUKAM U CU-
cTeMe 3/lpaBOOXpaHeHNs, 3a KOTOPOU ocTaeTcs NpaBo
OKOHYATeJbHOTO BEIOOpa?

KpomMme acconuaiiyii 60JbHBIX CYIIECTBYIOT acCOLIHa-
I[1M TpodeCCOHANOB, KOTOPBIE TOCTUTIN BhIJAIOIINXCS
ycrexoB; HanpuMep, Poug mykoBuciugosa (Cystic
Fibrosis Foundation) B CIIIA, KOTOpBI! €XXeroHO UH-
BECTHUPOBaJ B 6a30Bble U MEIUITMHCKYE UCCIe0OBaHUSA
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JECATKY MWLUIMOHOB /ZI0JIJITAPOB M OCHOBAJI OOIIECTBO
TepaneBTHUdeckux ucciaenoBanuit (CF Therapeutics).
BmecTe OHM IOCTUT/IN BHYIIUTETHHBIX PA3MEPOB U BO3-
MOKHOCTH TIPeJCTaTh Mepe MUPOKOH MyOJTUKOM.
Cero/iHs 3TO OpraHU3aIuu, CIOCOOHBIE OCYIIECTBIIATD
JeATeNbHOCTD MMOJTUTUYECKOT0 JI0O0H, a TaKXKe OpHeH-
TUPOBATh UCCJIeJOBAHUA U CTAHOBUTHCA NTAapTHEPAMU
YaCTHBIX MPeANpUATHI, paboTamiux B chepe aua-
THOCTUKU U Tepanuu. OHU MOTYT BECTU II€PETOBOPHI
C HayYHBIMU OOIIIECTBAMU, COCTOSIIMMHU, KaK MPaBU-
JIO, U3 CIIeIIMaJIMCTOB, MEeJIUKOB WM HCCIeZoBaTeNlel,
Y BJIUATH HA UX BBIOOP. OTHOIIIEHU MEXKAY accollua-
[IUSAMU CIEI[UATUCTOB, HAYYHBIMU aCCOI[UAIIUAMU U ac-
COITHAITASIMMU MMAIlEHTOB, WX HelpodecCHOHATbHBIMU
acCconMaIusIMU, MOTYT He ObITh FapMOHUYHBIMU. BhIBa-
10T, KOHEYHO, U UAWLINYECKHEe CUTYal[UH, B KOTOPBIX
COTPYAHUYECTBO MPOTEKAET ITIAaJKO, HO CIYYAIOTCA U
TPeHUs, KOTZla KaXkas OpraHu3alivs OTCTauBaeT cob-
CTBEHHYIO aBTOHOMMUIO%,

Mgl He cTaHeM 37leChb aHAJIU3UPOBATh BCE aCIeK-
THI, Kacalollnecs accoluanuii, Coro30B U GOHAOB, HO
[JIaBHOE — 3TO MOMIBITAThCA ITIOHATD, CIIOCOOHBI JIM OHU
UTpaTh POJIb B YCTPAaHEHUHU TeHEeTUYECKUX 3ab0yieBa-
HUH. /IBe accolMaliid B CBOUX IIporpaMMax 3asBUIU
O BBITIOJIHEHUU 3TOU PyHKIMU: POH/ CTUHATBLHOMN MBbI-
mevHoi arpoduu Claire Heine Foundation 1 KaHuaBaH
(Canavan). Llenpio 3TUX accolipanuii, yupexJeHHBIX
pPOAUTENSIMU OONBHBIX, OBLIIO UMEHHO UAEHTUDUITUPO-
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BaTb I'eH, OTBETCTBEHHBI 3a pa3BUTHe 3a00eBaHUs,
1 pa3paboTaTh TECTHI AJIA AUATHOCTUKU HOCUTEJEH.
Ho pasBe manueHTy UHTEPECHO, KAKUM 00pa3oM ero
3abosieBaHue OyzeT ycTpaHeHO? Ha mepBbIi B3TJIAZ
HET, YYUTHIBAsI, YTO ETO OCHOBHOM MPOOIEMOIL IBITETCA
MIPHU3HAHUE €r0 COCTOSTHUSA, €r0 COITMANBbHBIX U MEJIU-
IIUHCKUX HYX/, IOCTYTI K JIEYEHUIO U ITOUCK TE€PaIUH.
Pa3paboTKka cTpaTeruyi CKpUHUHTA HAaceJIeHUs MOXKET
MIPOTUBOPEYUTHh MHTEPECAM TallMeHTa, ecau GOHABI
MIEPEOPUEHTUPYIOT HallpaBIeHHE CBOEH IeATebHOCTH,
IEHTPOM KOTOPOU OH fIBJISETCS, U HAPABAT PECYPCHI
Ha MpefoTBpalleHre 3ab60MeBaHUs JIOel, KOTOPhIE
elre He pOAUINCh. BOJTbHOM CTPEMUTCS TOBBICUTH 1I€H-
HOCTb COOCTBEHHOTO OITBITA, KaK CIeyeT U3 U3y4EeHU
TPYII «CaMOIIOMOIIK», YTO MOXET 000raTUTb MeIU-
IIUHCKOE BUJIEHVE PAa3BUTHUS IIPOIECCOB WU HCCIIEe-
JIOBAaHUM, KOTOPBIE YIOBJIETBOPWIHN OBl TOUKY 3pEHUS
ManreHTa, HO BPS/L JIU TUYHBIN OITBIT CMOKET OTPa3UTh
HeoOXOAMMOCTD YCTpaHeHUs 3abosieBaHusA. biuskue
POAICTBEHHUKY MAI[MEHTOB 3aMHTEPECOBAHBI B KACKa/-
HOM CKPUHUHTE, YTO YIIPOCTIIIO OBl UM e HETUYECKYIO
KOHCYJ/IBTAIIMIO U JOCTYII K TECTY, HO OHU MOTYT OBITh
MaJIo 3aMHTEPECOBAHHBIMU B PACIIMPEHUU ITOU Iep-
CIIEKTHBBI Ha BCe OOIIECTBO, UTO JIEXKUT 3a IIpeeaMu
TECHOTO Kpyra ceMbHU. DTU MPOOIeMbl 00BACHIIOT
BO3/lep)KaHUe acCoIMaluii TallieHTOB OT IPUHSITHUS
Ha cebd IaBHOU poJU B yCTpaHEHUU COOCTBEHHOTO
3abo0yileBaHUA.
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PeecTpbl 3a60oneBaHus, 6UobaHKHK

Hawubosee mokasaTesbHbIM IPUMEPOM «OH1OCOINATBHO-
CTHU», HA MOU B3IVIAJ, ABJIAIOTCS peecTphl 3a00IeBaHUS.
Peub uzieT 06 MHCTPYMEHTAX, HEOOXOAUMBIX JIJIS JITU-
ZIeMUOJIOTUYECKOTO MCCIIeJOBAHMUSA, YTOOBI YCTAHOBUTD
pacnpoCTpaHeHHOCTh WM YaCTOTY BCTPEYaeMOCTH
3aboseBaHudA. PeecTphl M03BONAIOT pa3pabaThiBaTh
MO/IeJT! UCTOPUHU Pa3BUTHUA O0JIe3HU, YCTaHABIUBATh
KPaTKOCPOYHBIE U I0JITOCPOYHbIE TeHAEHITNY, 3DEeKT
OT HOBBIX JUATHOCTUYECKUX WU TepaleBTUYeCKUX
IIPOLIECCOB, BHITIOJIHATH PacyeThl 00IIeCTBEHHOU CTO-
“MOCTH. VX menp — cobupaTh AaHHbIE, KaK IIpaBU-
JI0 001K, O MalueHTaX, HO OHU TPEOYIOT CJI0KHOTO
yupasiaeHusa. MoxeT moka3aTbhcd 6aHATbHBIM, YTO
mepBoi MPobIeMOH, C KOTOPOU CTaJIKMBAETCS TOT, KTO
KOHTPOJIUPYET PeecTp, ABIAETCA YCTaHOBJIEHUE CAMUX
KpUTepUeB olipesiesieHus 3aboneBanus. Kazanaocs Obl,
9TO 6OJIBHOM — 3TO HOCUTENh MyTaruii. Ho reHeTnka
yCJIOKHSET KapTUHY. Kak MBI y)ke BUJeIH, He Bcera
HOCHUTENb MyTallui IPOABJISIeT CUMIITOMBI, XapaKTep-
HbIe /71 3200/IeBaHUA; MOTYT OBITH CTy4au, CIUTAIOIIN-
ecsl aTUMIUYHBIMY, a HEKOTOpble 3a60/IeBaHUA UMEIOT
MHOXKECTBO HIOQHCOB. PellleHNe MOCTaBUTh KIUEHTY
AvarHo3 (HaKJIeUTh Ha Hero sApJbIK O0JIbHOTO) JIUIIh
OTYaCTH ABJAETCSA HAYYHBIM, U 3TO MpaBza, 4YTo Gop-
MHUDPYIOTCSI BCe HOBBle KOMUCCHUH, KOTOPBIE JOJIKHBI
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(3aHOBO) YCTAaHOBUTH KPUTEPUU ITOCTAHOBKY JIMAarHO3a.
MoeKyIIpHOMY WU T€eHETUYECKOMY 3a00IeBaHUIO
ellle CJIOXKHee J]aTh OIpe/ie/ieHre, U OHO He MOXKeT OBITh
CBeZIeHO K OOJIE3HU OJHOTO «T€Ha» WU MOJIEKYJIHI.
JlaHHBIN apryMeHT MOXeT II0Ka3aThCA JaJleKUM OT UH-
Tepecylolneil Hac TeEMbI, HO COBEPIIEHHO 0YeBUAHO, YTO
YTOOBI PENIUTD, ZOKHO JIU TO WJIK UHOE 3abo/ieBaHue
OBITH YCTPAHEHO, MBI JIOJI’KHBI YETKO MPEACTABIIATD,
4TO MBI XOTUM YCTPAHUTh: COCTOSTHME CTPAJaHUA WK
yCIOBHE TEHETUYECKOTO «pHUCKa»? Takum obpaszom,
peecTp 3a00ieBaHUA MOXXKHO IPECTAaBUTh KaK 30HY
COIPSKEHUA HAYYHOT'0 ¥ /IMUHUCTPATUBHOTO UHCTPY-
MEHTA, HO OH YYUTBHIBAET aCIEeKThl, KOTOPble UMEIOT
MHOTO OOIIEero ¢ CaMUM OHATHEM 3abosieBaHUsA. DTO
00BACHAET, TIOYEMy HEKOTOPBIE COLIMOJIOTH B 061acTH
MeVIIUHBI ITBITATUCh PEIIUTH TPOOIEMY ONTpeieIeHUS
3a00yIeBaHs, IEPUOANYECKY ONUPASICh HA HETOYHOCTHU
9KCIIePTOB, C TOCTOSHHBIMU PeJaKIUAMU, KaK eCIu OBl
OHU BUleu 00JIe3Hb Yepe3 00beKTUB ¢ AnadparmMmoi,
KOTOpasi OTKPBhIBAETCA U 3aKPhIBAETCA, pacliupseT
oIpeZieieHNE U CcykaeT ero'®. 3To MoxeT moka3aThCs
HayYHOU HETOYHOCTBIO, HO HEOOXOAMMO TOMHUTb, YTO
60J1e3Hb — 3TO HE TOJIBKO HAyYHOE OIpeZiesIeHre, ITO
COIIMAJIbHBIY KOHCTPYKT.

PeecTp 3aboseBaHus AOMKEH OBITh TAKXKE UHCTPY-
MEHTOM YIIpaBJieHUA 3[0POBbEM U IPOrPaMMUPOBAHUA
WHBECTUIIUN. MBI MOIJIM OB CTOJKHYTbCSI, U OTYACTHU
3TO y2Ke CIYIUIIOCh, C TapaJJOKCAIbHBIMU CUTYalUAMU.
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[TanueHTH ¢ HeGOJBIINM KOJIHYECTBOM CHMIITOMOB
COIIMaNIbHO 3alUINeHbl, TOCKOJbKY OHU ABJSIOTCS
HOCUTEISIMU MYTAIUH, a €CThb MAIUEHTHI C TSKETBIMU
CUMIITOMaMH, C TIOPAKEHUAMU TeX Ke OPTaHOB, HO OHU
He COOTBETCTBYIOT KPUTEPUAM, COTJIACHO KOTOPBIM UX
COCTOSTHME CYMTAETCsA FeHEeTUYEeCKUM 3a001eBaHUEM,
a TIOTOMY OHHM He MOT'YT UMEeTb HUKAKOU COLMaTbHOU
moAziep>Kku. TakuM 06pa3oM, TIOATBEPKAAETCS TPEATIO-
JIO)KEHUE O TOM, YTO HOBas TeHeTUYeCcKasi MHTePIIpeTa-
1[isA 3a00JIeBaHUsA YCTaHABIMBAET HOBbIE OTHOIIIEHUS,
Y 4TO OOIIMI reHeTUYECKUI 3HaMeHaTe b e HICTBUTEb-
HO /IaJl HOBOE OTIpe/ieieHre HOBBIM OMOCOITUATbHOCTSIM.

PeecTpsl 3a0071€BaHMA TIOSABWIVICh PA3HBIMU Iy TAMU
U C pa3HbIMU LiesiMU. KpymiHble peecTphl, HallpuMep,
ceBepoaMepUKaHCKUUM peecTp MYKOBUCIIN/03a, KOH-
TPOJIMPYIOTCA MO JUYHOM nHUIIMaTuBe CeBepoaMe-
pUKaHCKOTO GoHZA MyKOBUCIIHA03a. OHU PEeeCTPHI
MOABWINCH KaK UHCTPYMEHT MO3HAHUSA /I HaAYYHBIX
0011eCTB; APyTHE SABJISIOTCA PECYPCOM CHUCTEMBI 37Ipa-
BOOXPaHEHUs, IO3BOJIAIOLIUM BIaZIETh STTU€MHUOIOTH-
YeCKOU CUTYaIMel 10 ONpeeIeHHBIM 3a00IeBaHUAM.
YTOOBI KOHTPOJUPOBATD PEECTP, HEOOXOAMMO CO3/aTh
MHGOPMAIMOHHYIO IIEMTOYKY, KOTOpasi HAYMHAJIACh OBl
C 3ampoca paspelieHus mayueHTa Ha c6op ero mepco-
HaJIbHOU, TeHeTUYeCKON 1 KJINHUYecKou nHdpopma-
MY, a 3aKaHYUBaJMACh CJIOXKHBIMU CTaTUCTUYECKUMU
MozensiMuU. Bece 3TO ZI0MIKHO HAaXOAUTHCA 110/, MOITHOM
3alMUTOM JaHHBIX, KOTOpasa obecrieurBasa Obl TaI[UEHTY
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AHOHWMHOCTb ¥ BO3MOXXHOCTb 3a6paTh HHGOPMAIHIO
o cebe, KOTZla OH 3TOTO 3aX04yeT. 3allliTa MpaB Mallu-
€HTOB Ha COXPaHHOCTh T€HeTUYECKHUX JaHHbIX 0IKHA
6BITh abcosoTHOM. Ha 2Ty TeMy pa3pasmiach OypHas
JIVICKYCCHSI, BRUIMBIIASICS B PsiZi IPABOBBIX MHUINATUB
Ha HallMOHAJbHOM W HaJHAIlMOHAJbHOM YPOBHE IO
cbopy, XpaHEHUIO U PaCIIPOCTPAHEHHUO JaHHBIX, Kaca-
IOIIMXCA TeHeTUYeCKUX 3aboeBanuii. [eHeTUYecKue
JlaHHbIe 001a1at0T CIeTUPUKON, KOTOpas JeaeT Uux
0COOEHHBIMU U 3aCTYKUBAIOIIMMU 0cob60ro obpaiie-
HUs1. Bo MHOTHX cTpaHax ObLIN YUPEXK/EHbI «TapaHThI»
COXPaHHOCTH TaKUX JaHHBIX. OZJHAKO TOCYAapCTBO MO-
’KeT T0JIb30BAThCS BBICIIIUM IIPaBOM 3HAHUsA, BILUIOTD 10
BBe/IEHUS 00513aTeIbHOTO cO0pa HEKOTOPHIX JaHHBIX.
Hazo mpu3HaTh, YTO AJIA PEAKUX 3ab0eBaHUM JTUIITh
CyIlleCTBOBaHUe peecTpa M03BOJISIET BHITOJHAThH CAHU-
TapHOe IIPOrpaMMHPOBaHUE U JOJTOCPOYHYIO OIIEHKY
KayecTBa JedyeHusa. /lymaro, 4TO CJI0KHAsA CUCTEMA,
OXBaThIBAIOIIAsA KaK HAyYHO-IOPUANYECKOe TIPU3HAHKE
3abosieBaHUsA, TaK U CIIOCOOBI cOopa ¥ XpaHeHUs aH-
HBIX, TIPEJCTABIAET COO0H MOZIesIb OMOCOINATbHOCTH,
KOTopas 3acaykuBaeT 6ojiee rybOKOro U3y4eHUs.
CTOpOH, 3aMHTEPECOBAHHBIX B CO3[aHUU perucTpa
(Tak Ha3bIBa€MBIX CMeliKX010ep08) , CETOJHSI MHOTO: 3TO
Y IALMEHTHI, ¥ aCCOLMALIMU, U Hay4YHble COOBIIEeCTBa,
1 YIpEXXIEeHNs, a TAaK)Ke Pa3HOTO pojia hcCIeoBaTen
Y KOMMepUuecKre KOMIaHuu. [TocieZIHUX NHTEPeCyeT
MMOHMMAaHWe TUIOTHOCTHU «PBIHKa» JIs UX MPOAYKIIUHU.
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KoHe4yHO, UMeHHO GJiaroiapsi MOsIBJI€HUIO PEECTPOB
MBI 3HAa€M, CKOJIbKO ITallMEHTOB UMEIOT PeKUe 3a60I1e-
BaHWU; MBI MOJKEM C/leJIaTh HCTOPUYECKOE CpaBHEHHUE
TOTO, YTO OOJIE3Hb MPEACTaBIsIa HECKOIBKO JeCATH-
JIeTUH Ha3a/, ¥ TOTO, YTO OHA MIPE/ICTABJAET CETOIHS;
MBI MOXKEM TI03BOJIUTh cebe OIeHUTDb OOIIeCTBEHHYIO
CTOMMOCTH 3a60/I€eBaHUA U [Ie/IaTh BaXKHBIE TPOTHO3BI C
TOYKHU 3PEHUS CHCTEMBI 3/[paBOOXpaHeHus. Bo MHOTHX
c/Tydasix 1eJaloTCs MOMBITKY 00beIMHEHU HaJHAIINO-
HaJIbHBIX PEECTPOB B MUPOBbIE, B TIOATBEP)KAEHIE BaXK-
HOCTU F€eHeTUYECKOMN UAEHTUYHOCTH, TIPe/ICTaBIIAIONIE
0011 3HaMEeHaTeb.

SIByIeHVie HOBOH OHMOCOIMATBHOCTH BhIPAYKEHO TaKKe
B popMupoBaHUM 6M0O6AHKOB, B KOTOPHIX C LIeJbIO U3Y-
YeHUs COOUPAIOTCA KJIETKH, OUOJIOTUYECKHE 00Pa3Iibl
wiu JHK nmamueHToB. YacTo MMEHHO acCOIMaIuM 1a-
I[MEHTOB OPTaHMU30BBIBAIN UX U MIPEJOCTABJISLTH AOCTYII
K oOpasiam /i TOMCKa HOBBIX AUAarHO30B U BUZIOB
Tepaluu, He Tpecyenys: KaKoro-Imb0 3KOHOMUYECKO-
ro MHTepeca. YpasieHrue 6MobaHKaMU MMOJHUMAET
HOBBIU PsAZl STUYECKUX U MPABOBBIX MPOOIEM, MBI 3TO
BUZIET Ha IpuMepe 6osie3aHu KoH3B3H. 37ech BaXKHO
MOAYEPKHYTh, UYTO pedb UET 00 OJHOM M3 CIIOCOOOB,
C TIOMOIIIBIO0 KOTOPOTO MaIlMeHThl U UX aCCOI[UAI[UU MO-
T'yT 3a/laBaTh HallpaBJieHUe UCCIeJOBAaHUN UHCTUTYTaM
W1 OMOTEXHONOTMYECKUM KOMIIAHUAM U KOTOPHIH Je-
JIaeT UX aBTOPAMU UCTOPUH OT ITEPBOTO JIMIIA O CyAbbe
cobCTBEHHOTO 3ab0IeBaHUA.
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[eHeTUKa coobliecTBa
BcemupHomn opraHunsayuu
3[lpaBOOXPaHeHus

«'eHeTHKa coobIecTBa (community genetics) [...] —3To
HCKYCCTBO U HayKa OTBETCTBEHHOI'O U PEATMCTUYHOTO
MIPUJIOKEHUA TeHeTUKU U TeHOMUKU Ha YpPOBHe Ha-
ceJIeHUA Y TOATPYII Ha 61aro KaKk MOXKHO OOJIBIIIETO
KoJIM4ecTBa 4yenoBek. ObsacTaMu ocoboro UHTepe-
ca ABJAIOTCA TeHeTUYeCKUU CKPUHUHT, TeHeTu4ecKas
nHbOpMaIUsA, AOCTYIl K TEHETUYECKUM yCIyraM U UX
Ka4yecTBO U Mpe/3avyaTOYHOe JeueHue, TPUCYTCTBUE
TreHEeTUKHU B 6a30BOY MeJUIIMHE, TeHETUYECKUE pee-
CTPBI, TeHETHKA /I He3aIIUIIeHHBIX TPYTIN HaceTeHu s,
o01IecTBEHHBIE OOCYKAEHUS, d Makice INUeMUO0N02U-
yeckue, IKOHOMUUeECKUE, NCUXOCOUUANbHbLlE, IMuUecKUe
u npasossle acnekmoi»11°. Takum o6pa3om, 3Ta HOBAs
JUCITUIUIMHA OXBATBhIBAET OOIIUPHBIN KPYT Mpobiem,
BO3MOXKHO, ellle He UMEIOLIUI YeTKOTO OolpeeeHu,
HO O KOTOPOM MMeeTCsI YeTKOEe MHTYUTHBHOE TTOHUMa-
Hue. OHa Ioipa3yMeBaeT BBeZleHVEe 3HAHU O TeHETHKE
B cdepy obiiecTBEHHOTO 3ZIpaBooXpaHeHusi. C 3TUMU
npegnoceuikamu B 2007 rogy coszaBanach CETb UCCIe-
JloBaTeNed U3 pa3HBIX AUCIUIUIMH, YbU TIEPBBIE IIaTu
6butn oncansl y Jleo I1. Ter Kate. O4eBUAHO, YTO OBLTH
HeoOXOUMEI U IPyTHe omlpeaeneHus !, oTobpakaro-
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1K€ MIPOIIECC, CYTh KOTOPOTO COCTOUT B CTPEMJIEHUU K
JIETUTUMU3AIMU IPUCYTCTBUSA TEHETUKU B TIEPBUYHOM
nedeHuu. Ho Takke CyIecTByeT 06€CIIOKOEHHOCTb, YTO
HOBOPOXXIEHHOM JUCHUIUIMHE JaeTCsl U HeraTUBHOe
oTpeZie/ieHUe, el HaBsI3bIBAETCs TO, YeM OHA He SIBJISIETCS
Y He X0UeT OBbITh: OHA He ZI0JDKHA OTPaHUYUBAThHCS KJIac-
CHYECKOM reHeTUYeCKOI KOHCY/IbTallel MHAUBUAYyyMa
(Wty Iaphl), HO TIPU 9TOM OHa He TIpecyieZlyeT SKOHOMU-
YeCKUe WIN eBreHUCTUIECKUE L[EJTH, He UMeem UesbHo CO-
KpaTUTh BCTPeYaeMOCTh 3a00ieBaHus (IIpeZoTBpaniaTh
poXZeHue); 6yAyIu UCKIIOUUTENbHO HHCTPYMEHTOM
CHUCTEMBI MyOJIUYHOTO 3/[paBOOXPaHEHUS, OHA XOUET
CTUMY/IUPOBATh CO3HATEIBHOE MTPOJOIKEHNE POJIA, He
WICKJTIOYasi, OJHAKO, TPEBOCXO/ICTBA COLIMATIbHBIX UHTE-
pecoB. [ToCcTOSIHHBIE TIOIBITKY OIIPEAETUTh COOCTBEHHYIO
TEPPUTOPUIO, HEYETKOCTh I'PAHMII, UCTOpHUYECKast OJ1u-
30CTh K €BIr'eHUKE U ITpeIBAPUTENbHOE BOBI€YEHHUE ITU-
YeCKOU TOYKU 3PEHUs XOPOoIIo 0603HAYat0T IPOOIEMBI,
CBsI3aHHbIE C UHTEPBEHIIMEN TeHETUKHY B 00IIIeCTBEHHOE
3paBOOXpaHeHNe, [VIABHOU LIEIbI0 KOTOPOU SIBJISIETCS
COOJTIOZIEHVIE NHTEPECOB BCEX CTOPOH.

leHeTHyeckasa npoduiaKTUKa — 3TO CKOJIb3Kasd J0-
POXKKa, ¥ XOPOIIIO, YTO ITePBBIMU CBOU CTPAXU 00CyAAT
aKcIepThl. Kak MBI yke BUZieId, UME@HHO Hay4YHbIe cO00-
ImecTBa Harbosee poOKO PpEKOMEHYIOT CTPATETHUHU IIPO-
¢dmnakTuky. [100KUTETHbHBIM [IPeJJIOKeHUEM SBIAETCS
MOBBIIIIEHNE OCO3HAHHOCTH PEMPOAYKTUBHOTO BHIOODA,
peZioCcTaBIeHe NMHCTPYMEHTOB, YTOOBI MHANBUAYYM
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YT TTapa MOIVIY [IPUHATH PellleHre, 0CO3HABAasA, OHAKO,
YTO 3Ta 3a7a4a He U3 Jerkux. [IokazaTelbHbIMU SIBJIA-
I0TCS TIOCTOSTHHBIE KOJIe0aHMA MeXX/Ty BMENIaTeTbCTBOM
WHUBUAYYMa WIH MTaphl ¥ BMeIIaTeIbCTBOM IOJTUTUKU
3apaBooxpaHeHusd. [IpaBaa B ToM, YTO HU OZJHO BMe-
IIaTETbCTBO MOJUTHUKU 3PAaBOOXPAHEHUs HE MOXKET
ob6orTHCh 6€3 HaHEeCEHUS TUYECKOTO BpeZia: B PENPO-
AYKTUBHOU TreHeTHKe TOT GaKT, YTO POXKJAETCS MEHbIIIE
OOJILHBIX JIOJIEN, TIPEICTABISIET HACTOSIILYO [IEHHOCTb,
1 3TO HEBO3MOXKHO OTPULIATb.

B 1991 roay skcnepTsl, npuBiaedYeHHble BO3 A1da
aHan3a CUTyalluu BOKPYT F€HETUYECKUX yCIYT, OKa-
3BIBAEMBIX B €BPOIIEMCKOM pPETMOHE, OTMETHIN PaKT
60JBIIIOT0 Pa3HOOOPa3uUA MpeJJIOKeHUH YCIyT CKpU-
HUHTA Y TOBOPUJIU O MOZEJNH TajacceMuu B Mtanuu
u Ha Kurpe, o 6ose3nu Tes — Cakca, moguepKuBas
HeOoOXOZIMMOCTh BMEIIATENbCTBA HA YPOBHE HaCETEeHUA.
[To-BUAMMOMY, IOKYMEHT HEe TPUHUMAJ BO BHUMaHHUE,
YTO IIEPBUYHAs reHeThyeckas nmpodriakTuka (crocoob-
CTBOBATb POXKAEHUIO MEHBIIIET'O KOJUYECTBA OOTBHBIX
JII0ZIeli) aHaJOTUYHA APYyruM GpopMaM ITpoPpUIaKTUKU
npu 6epeMeHHOCTH, HallpuMep, npueM GpoarueBoi
KHCJIOTHI [IJIs YMEHbIIIEHUs PUCKOB Maibdopmaiui
IUI0Ja, BHYTPUYTPOOHAs [UarHOCTUKA CUHZApoMa JlayHa
U T. 7. OTHOM U3 TeX, KTO IMOAMHUCHIBAJ IOKYMEHT, ObLIa
BepHazeTT Mozesut, umeBIas 60IbIION OMBIT PAOOTEHI
B [TOJIEBBIX YCJIOBUAX B AHIVIMU U [0 MUPY IO TIPEJOT-
BpalleHuIo 6oe3Hel remoryiobuHal2. Mozenn 6yzet
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peAakTOpOM IoC/Ieayolero JokyMmenTa BO3, Ha aTOT
pa3 B OTHOIIIEHWH perrnoHa BocTtouHoro Cpean3eMHO-
MODBbsI, KOTOPBIHA OyzeT onyb6aukoBaH B 1997 roxay u
MMEeTb COBCEM JIpyToe cofiepkaHue. TaM Touka 3peHUs
OyZeT ABHO MOJUTUYECKON U aHTPOIOJOTUIECKOH,
eZIMHCTBEHHBIM HaIpaBJIeHueM OyzeT mpodriakTuKa
6ose3Hel reMoriobuHa, HO OyZeT cZieJlaHa OTOBOPKa,
YTO BMEIATENbCTBO IIOBJIEYET CTOJTKHOBEHUE C TIOHSA-
THEM CTPYKTYPbI CEMbH, TOCITOZICTBYIOII[UM y HaCcEJIeHUS
paccMaTpuBaeMbIX CTpaH. ByzeT BeIpakeHa MoziepiKKa
He0oOXOAMMOCTHU yCJIyT TeHeTUKHU COOOIecTBa, CIo-
COOHBIX TVTyOOKO B3aMMOJIEHCTBOBATH C AHTPOTIOJIOTH-
YeCcKUM cybcTpatoM. Bo MHOTHX GJIMXKHEBOCTOYHBIX
CTpaHax MePCIEeKTHUBA 00A3aTeTbHON MPOPMIAKTUKN
npuemiaeMa, Kak U 3TU4YecKas poJib IMOJTUTHYECKUX
Y PEeJIUTUO3HBIX BiacTeli. Peub MOKa He BeAETCA O
MepPCIeKTUBE HOBBIX T€HETUYECKUX COODIIECTB, elre
He TOABJAIOTCSA OPTaHU3AI[UY MMAallUeHTOB, KOTOPhIE
nozAep:Kaau OBl IpOrpaMMBI IO 3aIIUTE COOCTBEH-
Horo 370poBbA'®. Tem He MeHee, BO3 pekomeHzyeT
BBeZileHNE TeHETUYECKUX YCIYT, 3ala4yeil KOTOPHIX,
IIOMUMO TIPOYero, 6yleT CTUMY/INPOBaHNE KaMIIaHUH
10 YCTpaHeHUIo TeHeTHYecKkux 3aboneBanuii. [Ipezo-
’KEHHasi MOJIeJTb — JTO IEPBUYHOE JIeueHUE, «MEPHI,
COKpallamIlre BCTPEYaeMOCTh TeHeTUYECKUX 3a00-
JIeBaHUH — 3TO NMPEeNUMYI[eCTBEHHO OTBETCTBEHHOCTD
YCJIYyT 110 IepPBUYHOMY JIeUeHUIO». VIMEHHO Ha 3TOM
YPOBHE I0/DKHBI UEHTUPUITUPOBATHCSI CEMbH U JIIOAH,
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KOTOPBIM TpebyeTcsl TeHeTUYeCcKass KOHCY/IbTallus.
JloKyMeHT To[poOHO paccMaTpUBAaeT BOIIPOCHI, CBS3aH-
HBIE CO CTPYKTYPOUM CeMbH, MHOT'O/IETHOCTHIO, POJIBIO
’KEHIIIUHBI ¥ ee HauOOJIbIIIEH TIOABEPKEHHOCTHU KJIeiMe-
HUIO: «HecMOTps Ha TO UTO [...] 06a cympyra siBISIOTCSA
HOCHUTEJISIMHU, TpobieMa 0OBIYHO BOCIIPUHUMAETCS TaK,
Kak ecyii Obl OHA MCXOAWIA OT KeHIIUHEL. [...] Heob-
XOZMMBI CTATUCTUYECKUE TaHHBIE O YACTOTE Pa3BOIOB
MEK/y ITapaMH C TIOBBIIIEHHBIM T'€HETUYECKUM PUCKOM
B perroHe BoctouHoro Cpe3eMHOMOPBS».



5. 3a aHTPONONIOrnto
reHeTU4yeCcKou
NpoPUNAKTUKM

[lecaTb TE€31COB

[IpobseMa reHeTUYECKOU IMepenayn 3aboeBaHUM
MIpeZCTaB/IsIET COOOM TOUKY IMepecedeHus STUIECKOM
COCTaBJIAIONIEN, TEXHUUYECKHUX BO3MOXKHOCTEM, MH/M-
BHUIyaIbHBIX CBOOO/ 1 leMOorpadpuIecKOm MOTUTHUKH 4,
CuTyaliys BOKPYT 3TOU TEMBI lajieKa OT paBHOBECHS, B
Hel TOCTOSTHHO HAOJTI0AI0TCS U3MEHEHWY ST, B OCHOBHOM
MIPOUCXOJAIINE BC/Ie/ICTBHE PACIIUPeHNA HayYHbIX 3Ha-
HUH Y TEXHUYECKOTO IIporpecca. MbI He IUTaHUPOBAIU
BECTHU JIOKTPUHEPCKUE TUCKYCCUH, HE XOTEIU MOJHUMATh
TeMY STUKU PENPOAYKTUBHOTO BEIOOPA, MbI JIUIITH TTPEJ-
JIOXKWIH UICCTIEIOBATh TAKYI0 KOHKPETHYIO, aKTYaJIbHYIO
U IBHYIO pobsieMy, KaK BO3MOXXHOCTh YCTPaHEeHUs re-
HETUYEeCKUX 3a00/IeBaHU, TEP3aIONIHX YeI0BEYECTBO.
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[Topa3uTenbHbIE yCIIEXU MOJIEKYIAPHON OGHOIOrUU
Yl TeHeTHKY NIPUBEJIH K ITOABIEHNI0 HOBOH ITapaZiurMbl
O6MOAHTPOIIOJIOTUY U MO3BOJIAIOT OOBACHUTD CETOJHSA
MHOXeCTBO OMOJIOTMYECKUX SBJIEHUHA reHeTUYeCKUMU
TepMHHaMU, 3HAaYUTEJbHO YMEHBIIUB BeC OKPYKaro-
WX U COIMATBHBIX YCIOBUMN. BBUTM OTKPBITHI THICIIN
MOHOT'€HHBIX 3a00JIeBaHUM, TO €CTh 00YCIOBIEHHBIX
MYTalUAMU, IPOUCXOAIINMU TOIBKO B OZTHOM r'eHe, 1
B HacTosllee BpeMs MBI pacliojaraeM TeXHOJOTUAMU
JUI VX TUATHOCTUKU U JIJISI TIOMCKA HOCHUTEJIeH, 9TO SB-
JIIeTCSA PeIIUTEeIbHBIM IIaroM Ha ITyTH K UX YCTPaHeHHUIO.
Y>ke peANIpUHUMAIOTCA ITONBITKY TUAarHOCTUPOBATh U
IpeZIBU/IETD [OJIUTeHHbBIE 00JIE3HU Y HTHTEPIIPETUPOBATh
C TeHeTUYeCKOM TOYKY 3peHUsA B3auMO/IeiCTBYEe MEXY
OpraHU3MOM U OKpYy»Karlieii cpezioir. Takum o6paszom,
Oyzyiiee CTaHOBUTCS 6oJiee CI0KHBIM.

MEeI paccMoTpenu UCToprudecky 00yclIoBIeHHBIE CU-
Tyaluu 3a IocjIeiHe AeCATUIeTHA, KOTr/ja paclivpeHre
3HAHUM NIOCTaBUJIO UHAVBHAYyyMa, BCe HaceJeHue 1
MOJIUTUKY 3/IpaBOOXPaHEeHUs llepe/] BO3MOKHOCTBIO U
HeoOXOZNMOCTbIO BEIOOpA. PaccMOTpeHHEbIE TPUMephI
CTaIy KJIaCcCUYeCKMMHU, OHH XOPOUIO IeMOHCTPHUPYIOT,
KaK ollpe/ie/ieHHbIe pellleH!s C/IeZl0Baly COBEpPIIEHHO
Pa3HBIMHU Ty TAMU, IPEX/e YeM OBITb IPUHATHIMU.

YcTpaHeHUe reHeTUYEeCKUX 3a00meBaHul (MOXKHO
CKa3aTb, BCEX) — ITO peasjibHas MepClIeKTUBa, OHa
CTaBUT XXUBOTpeEMNellyIINii BOIPOC 3STUYECKOI'0 U COIH-
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aJbHOTO MOPSAAKA: HeoOXoArMa JIU UX TPOPHIaKTUKA?
Bonpoc, Ha KOTOpPBIU MBI IOCTapaeMcs OTBETUTb, —
ZIOJKHO JIM 3TO OBITh 3a/laueil CAaHUTAPHBIX CIYXKO,
TO €CTh 0O'bEKTOM IOJIMTUKU CUCTEMBI 3Z[paBOOXpa-
HEHUA, WIN e 3TO pelleHre JOIKHO OTHOCUTHCA K
cbepe UHAMBUAYATLHOU aBTOHOMUU? MBI BCce BpeMs
HCKaJIU TIpele/IeHTHl B TpopUIaKTUKe MHPEKITMOHHBIX
3aboieBaHU, ABJISIONIENCA MOZIE/bIO, Ha KOTOPOH OC-
HOBaHa COBpeMeHHas cucTeMa 3paBOOXpaHeHUs, HO
MBI TaKKe BBIACHWIH, YTO MMpobjieMa ycTpaHeHUs Ha-
CJIeZICTBEHHBIX 3a00IEBAHUH CyIIECTBEHHO OTINYAETCH,
MTOCKOJIbKY OHA CBA3aHa C 3TUKOU MPOAOIKEHUA pojia 1
¢ Ipo6JIEMO# OTBETCTBEHHOCTH Iepe OYAYITUMU ITOKO-
JIEHUAMH, TO eCThb ¢ GyHJaMeHTaJIbHBIMU STUIECKUMU
BoIpocaMu 06 ob6pase XU3HU. [I03TOMY MBI XOTUM
ITOTOBOPUTH 06 aHTPOIIOTEHOMUYECKO TOYKE 3PEHMUS.

II

Ha moii B3I, cyllecTByeT IPOTUBOPEYUE MEXAY
HCCIeIoBaTeNbCKUMU IIPOrpaMMaMU, HallpaBIeHHbI-
MM Ha TIOUCK JieueHUs] TeHeTUYeCKUX 3a00IeBaHU,
U IIporpaMMaMH, 11eJIbI0 KOTOPBIX ABJSAETCA UX IPO-
¢wrakTuka. dpyaiiiiuM MprUMepoM 3TOTO SBJISAIOTCS
WHUILIMATUBBI, CHUCKABIIHNE OOJBIIYIO MOMYIIPHOCTD
(8 Utanum, Hanipumep, Telethon), koTopsie cobupator
BHYIIWTEJbHbIE CyMMBI, HallpaBjisgeMble Ha UCCIe/0-
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BaHUe TeHeTUYECKUX 3a00IeBaHU, HO MaJio CPE/CTB
HaIpaBJIAIT Ha UHGOPMAIIUIO O BO3MOXXHOCTH UX
npodmrakTuku. CylIeCTBYIOT THICIYHM T'€HETHYECKUX
3ab0JIeBaHUl, U KaXkJ0e TpebyeT NHANBUYATIbHOTO
M3y4eHUs, IpeX/e 9YeM, BEPOATHO, IIEPENTH K Tepa-
MU, B TO BPEMsI KaK JOCTYITHbIE CETOHS TEXHOJOTUH
MOTJIH OBl TIO3BOJIUTH AUATHOCTUPOBATh MHOXKECTBO
13 HUX OJHOBpeMeHHO. OTTaJKMUBasACh OT 6aHATHHOTO
3a60pa KpOBH WJIH JaKe 110 006pa3ILy CIIOHBI MBI MOXKEM
OTIpeZIESTUTh HOCUTEJIEl IeCATKOB 3a00IeBaHUIl U UH-
dbopMupoBath o pucke ux nepeznadu. CieZoBaTeNbHO,
CEerofiHs MOXKHO IMPEYMHOXXUTD TO, YTO OBUIO C/I€JIaHO
[JIsl KOHTPOJIsA TanmacceMun Ha Kumpe wiu B Vtanuu.
OzHako HabogaeTcs HaMepeHHOe ciepKUBaHeE ITPOo-
1jecca repeziayy 3Toro 3HaHUA. [Ioka OHO OrpaHUYEeHO
Y3KOCIeNaIu3UPOBAaHHBIMU YIPEKAECHUIMU U MAJIO
pacrpocTpaHseTcs JaXe B MeAUIIMHCKOM cpefe. Ero
pacrpocTpaHeHHe OCYLIeCTBAAETCA 110 MAaKCUMyMy
0 KOMMEPYECKUM KaHaiaM: dyepe3 JabopaTopuu,
mpezaramplie TeHeTUYECKUH TeCT IS BBIABIEHUS
HocuTesei. ITo cpaBHEHUIO ¢ KOJTMYeCTBOM IIPOEKTOB,
peanun3yeMbIX KIMHUKaMHU U UCCIeZ0BATENAMHU, TIPO-
rpaMM 1o npoduIaKTHKe 04eHb Masio. U 3To yauBIserT,
YUUTBHIBAsi OTHOCUTENbHYIO JIETKOCTh U OBICTPOTY, C KO-
TOPBIMHU y/IaTIOCh TPAKTUYECKU CBECTH Ha HET Tajacce-
MU0 WK 6ose3Hb Tess — Cakca B COBEPIIEHHO PA3HBIX
COLIMAJIbHBIX, KYJIBTYPHBIX ¥ 9TUYECKUX YCIOBUIX. Ha
boHe pacTylero NpeAoXKeHNs KOMMEPUYECKUX TeHe-
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TUYECKUX TECTOB IIPOr'PAMMBI, TPOBOAMMBIE CUCTEMOM
006IIeCTBEHHOTO 3/[paBOOXPAaHEHUA, UMEIOT MaJIbIA
pe3oHaHC. Bo3HUKaeT omlymieHue, 9To ues 3aKIde-
Ha B paCCMOTPEHUHU BhIOOpA TEHETUYECKOTO TECTA KaK
BOIIpOCA IMIHOTO XapaKTepa, a He KaK O0IecTBeHHOMN
1[eJIV, a PIHOK TpebyeT mubepasbHON T€eHETUKU, BbI-
JIBUTasi BECOMbIe aPT'YMEHTHI B €€ MOAIEePKKY.

III

YeM 00BACHAETCS HEXeJaHUE TTOAHUMATh TeMY BO3-
MO)XHOCTH yCTPaHEHUS TeHETUYECKUX 3a00IeBaHU?
[TpodwrakTrKa reHeTUYECKUX OOJIe3HEH KacaeTcs BO-
mpoca obpa3sa Ku3HU. EBreHnKka, CJIOBHO IIpU3pak, Co-
MIPOBOXKZAAET ee. [loMelleHHass Ha COIMAMbHBIN TUIaH,
TeopUs HACJIeACTBEHHOCTU MIPU3HAKOB MMeJia pa3py-
[IUTeJIbHOE Ha4YaIo, OAHUM U3 IVIaBHEHIIINX 3JIEMEHTOB
KOTOpOTro ObLIO TpeboBaHMe MpaBa,/AoJra rocyiapcTBa
BMEIINBAaThCA B HAcJAeACTBEHHBIE 3a00IeBaHUA WU
B reHeTHUYECKHe XapaKTepUCTUKU HaceneHUs. EBre-
HUYEeCKUe Teopuu ['asbToHa OBLTH SKCIUITUITUTHBIMU U
COeIMHSUIN POXKAAIONTYIOCS TEOPHIO SBOJIIOIIUY BUIOB
(TanpTOH OBLT BOIOPOAHBIM OpaToMm JlapBuHa!) ¢ poXK-
JAIoIIEeCcs TeEOpUeH reHETUKY YeloBeKa. Vzies ceekuuu
JUTST COBEPIIIEHCTBOBAHYS Y€JIOBEUYECKOTO po/ia He ObLia
HOBOM, OHa BhICKa3bIBasiach elje ItaToHoM (B Auaiore
«PecrybinKa»), a 3amem 8 mom uil UHOM 8uode No8mo-
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PAACh HA NPOMANCEHUU 8€K08 BIUIOTD /10 Halllero COBpe-
MEHHOTI'O TPaHCT'yMaHu3Ma — TEOPHH, BBICTYIAIOIIeN
3a COBepLIeHCTBOBAHUE YeJI0Be4ecKo npupozsl. Meq
BMellaTeIbCTBA BJaCTe! C LieJIbI0 HeZIOMyIlleHsA COI030B
MEX/Y JIIOJbMU C TeHETUYECKMMU HapPYLIEHUAMU JaXKe
He TIPUHAJIEXXUT CTOPOHHUKAM eBreHuKu. OO11ecTBo
MPENATCTBOBAJIO OpaKaM MeXK/Iy SMWIENITUKAMHU €ellle B
XVIII Beke. TakuMm o6pa3oM, eBreHuKa ['abTOHa — He
YTO MHOE, KaK HOBasA GOPMY/IMPOBKA aHTUYHOU TEOPUH,
Zpyroro OH He mpejJjarai.

MBI 0JKHBL TPU3HATD, YTO B KEJTaHUU MIPOU3BO-
[VTHh Ha CBET IOKOJIeHUs, CBOOOAHbIE OT Ooe3HeH,
IPUCYTCTBYET YTONNYeCKUH 31eMeHT. [Ipobiema B
TOM, 9TO 3TO XKeJJaHUE MOXKeT JJOUTH /10 IIEePCIEKTHUBHI
yIIy4IleHUs YMCTBEHHBIX U GU3NYECKUX BOZMOXKHOCTEN
yeJoBeKa U JUCKpUMUHALMU J0Jel, HapoJoB, pac,
ABJIAIOIINXCSA HOCUTENAMY IIPU3HAKOB, PAClieHUBaeMBbIX
Kak ZiebekTHEIE. Vled BMenIaTe bCTBa B TEHETUKY IS
SMIIMPUYIECKOTO UCTIPABIEHUA «CTUXUWHON» CKIOHHO-
CTU IIPUPOJBI CO3/IaBATh HECOBEPIIEHHBIX CYIIECTB WU
CYIIECTB C «HeXXeJIaTeTbHBIMU» IPU3HAKaMHU IIPUIILIA OT
CKOTOBO/IOB U 3eMJIe/lesIbIleB. ['alibTOH He BU/e/l HUYero
HEHOPMAaJbHOTO B TOM, YTOOBI IPUMEHUTD UX METOZBI K
4eJIoBeKy. B cylHoCTH, peys 111a 0 TOM, YTOOB BEpHYTh
JyesioBedecKoe CyIecTBO B JIOHO IIPUPO/BL, Ha 3TOT pa3
¢ IpoYHOM Hay4yHOU 6a3oii. CtpoeHue /IHK gyenoBeka
Y pacTeHUH He OTINYaeTcs, ¥ 3TO, BUUMO, HE BBI3BI-
BaJIO CcoXKaleHUuA HU y JleMokpuTa, HU y JIyKkpenus.
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TakuM 06pa3oM, 3TO 3HaHUE YXOAUT KOPHAMU TITyOOKO
B uictopuio. Ho Teopus ['asbToHa — He OHoIoTHYecKas,
oHa bmoMeTpuYecKasa. DTO CTATUCTHUKA U MaTEMaTHKA,
IIpUMeHAaeMas K 4eJI0Be4eCKOMY HaceJIeHUI0, Teopus,
3apopusiiasdca B XVIII Beke ¢ mosABJIeHUEM HayKU Je-
Morpaduu. VcciegoBaHrue 3aKOHOMEPHOCTH U KOJIH-
YyeCcTBEHHAaA OlleHKa Pa3BUTHUA JIIOACKOrO HaceJleHUA
CO3/aI0T caMO ITIOHATHE HaceJleHUsd. YeloBedyecTBO
COCTOUT U3 IIpaBUTeNIeN U MOAJAaHHBIX, U OTHOIIEHUS
MeXAy HUMHU 60Jiee He PETYTUPYIOTCS TI0 TPAHCIEHEH-
TaJbHOU Mozenu. JIroAcKoe HaceleHne IOAYNHAeTCA
3aKOHaM caMOM IIPUPO/bI, YIIPABISAIOIINM ABUKEHUEM
wiaHeT. [Tog 6uoMeTpueii, IpUMeHEHHO! K TeHETUKE,
roZpasyMeBaeTca IIOHUMaHKe IIPOLIeCCoB lepefadyu
IIPU3HAKOB OT ITIOKOJIEHUA K [IOKOJIEHUIO B paMKaX OZJHO-
ro Hapoza. HanpaByieHue AeATeIbHOCTH 1abopaTOpUU
eBreHuku ['asbTOoHA B JIOHZOHE BIIOCIEACTBUM OyZeT
OTIpeZIEeNISIThCS CKOPee CTaTUCTUKAMMU, HeXXeslu OroJsiora-
MU B 06s1acTy reHeTUKU. [TepBbiM OyzieT Kaps ITupcoH,
OJIVH U3 OTIIOB-OCHOBAaTeJIeH COBPeMEHHOU OMOCTATH-
cTuku. 3a [IupcoHOM moc/ieilyeT APyTroil BhIAIOMUNACs
cratTuctuk — PoHasnbz @umep. Ho korga peub uzget o
CTaTUCTUKE Y O HACEJIEHUHU, TO B3IVIA/J HA YEJIOBEYECTBO
TpebyeT HEKOM OCMBICIEHHOH ZIeITETbHOCTH, KOTOPOH,
comtacHo l'aibTOHY, 1 6BUT TOMCK MaTeMaTUYECKHUX 3a-
KOHOB, PETYJIMPYIOLIUX HACIeCTBEHHOCTDb IIPU3HAKOB,
YTOOBI ITOMENIATh Mepejade TeX, KOTOPbIe OH CYUTAT
JlereHepaTUBHBIMMU.
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HoBble reHeTUYECKUE TEOPHUU HEU3OEIKHO Meperuie-
JIUCh C TEOPUAMU JleTeHepaluy, BliepBble CHOPMYIU-
poBaHHBIMU B cepeavHe XIX Bexka benegukTom Mope-
sieM. BbUIO OB MHTEPECHO Y3HATh, IOYEMY UMEHHO B
cepenuHe XIX Beka, MOYTU OLZHOBPEMEHHO, HAa3Peau U
6bLTH CHOPMYTUPOBAHBI TEOPUS IeTeHEPALINHU, TEOPUS
SBOJIIOLIMY U TeOpUs T€eHEeTUUEeCKOU Nepejadu Ipu3Ha-
KOB. OHM OABWINCH HE3aBUCUMO JPYT OT Zipyra, HO UX
BCTpeyYa MOJIOXKWIA Hadyalo €BreHUYECKUM TEOpUAM
XX cronetua. Torga HaydyHble OTKPBITUA IIO3BOJIWIN
CO3/1aTh HOBYIO ITOYBY /IJI TEOPHU, KOTOPEIE yKe 10 3TO-
r'o UM€eJIM MECTO B UCTOPUHU YeJI0BEYeCTBa, BEPOATHO,
oTpakasi yTOIMUYECKYI0 TOTPEOGHOCTD, CBOMCTBEHHYIO
[IPUPO/ie YeI0OBEKa.

IV

He >xenmas m3beratb CTOJKHOBEHUS C TEMOW €BTeHU-
KU, MbI PACCMOTPEJIU MTPOO6IeMbI, KOTOPbIE MOTYT, TaK
CKa3aTb, OTHOCUTHCS K 00JIaCTH HETAaTUBHON €Bre€HU-
K. Bce KpUTHKY TnbepaTbHON €eBreHUKY, HAYUHASA C
Xabepmaca, MpU3HAIOT, YTO yCTPaHeHUE 3a00IeBaHU
SABJISETCS, C 9TUYECKON TOYKU 3PEHUsI, BOIIPOCOM, He
MMEIOINM HUYEero obInero ¢ mTO3UTUBHOU eBTEHU-
KOM, 11eJib KOTOPOU COCTOUT B CeJeKIIUM MPU3HAKOB
JJIS1 COBEPIIEHCTBOBAHUS Y€JI0OBEYECKOT'O CyIECTBA
WIN B UCIIOJb30BAHUY T€HETUIECKUX TEXHOJIOTUHN
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[ BBEJIEeHUS YeJIOBEeYeCKOMY CYIIeCTBY KeJlaTelb-
HBIX NMPU3HAKOB. Ho Bce YyTOUHAIOT, YTO HeraTuBHasA
eBreHHKa [J0/’KHA OTPAHUYUTHCSI NPOPUIAKTUKOMN
TSIKEJIBIX 3a00JIeBaHUM, YTO MOAHUMAET MTPO6IEeEMy
TIpeZiesioB, KOTOpasi yCyTryosiseTcs, Korza He0OX0AMMO
HCII0JIb30BAaTh CAHUTAPHBIE CTPATETUU U MOJUTUKY.
['ne ocranoBuThCA? Kak ycTaHOBUTD, YTO Ta WIM UHAA
60Jie3Hb JOCTATOYHO TSKEJA, YTOOBI B OTHOIIEHUH
Hee Obl/Ia IpUMeHEeHa IIporpamMMa 1o yCTpaHeHUIo?
OTU BOIIPOCH! POXKJAIOT CIIOP O IIEPEHOCUMOCTU 60U,
cTpajgaHuii. DTO CKOJMb3Kas TOPOXKKA, 0OCOOEHHO KOT/ja
pedb UZET O ellle He POAUBIINXCS JIOAAX.

He >xemaTh pokAeHUsA OOJBHBIX IeTeH — 3TO WH-
JVIBUZyaJbHBIA BBIOOP, XKeJIaTh YCTPAaHUTh 3aboseBa-
HHE — 3TO COI[MAJbHBIN BOIPOC, KOTOPHIH TpebyeT
IIpOBeZIeHU IieJleHallpaBJIeHHOM MOJUTUKU. B KJIMHU-
YeCKOU NpaKTHKe Wi B cpepe reHeTUIeCKOH KOHCYIb-
TallMU MBI CTAJTKUBAEMCSA C JIIOAbMU, SABIAIOU[UMUC
HOCUTENIMU COOCTBEHHBIX LIEHHOCTEMN, TI0O3TOMY Ode-
BU/IHO, YTO JIIOOOU MPUHYKAAIOMUN TTOAX0/ JOIKEH
OBITH UCKJIFOYEH. DKCIEPT-KOHCYIbTAHT HE JOIKEH
HaBS3bIBAaTh CBOIO TOYKY 3PEHUS WIN COOCTBEHHYIO
3TUYecKylo no3uuuio. Ho gomyckaloTca U coluatb-
HbIE IEUCTBUA, 3a]a4ell KOTOPBIX SBJIETCSA YOEXKAeHUE
HaceJIeHUA IPUHATD y4acTue B IporpaMMe reHeTuye-
CKOT'0 CKpUHHUHTA? MOXXHO ObUIO OBI cZies1aTh IpobeMy
paZiiKaJbHOM, IOCTABUB €€ MEeXAY ABYMs IMOJAPHO
IIPOTHUBOIIONIOXHBIMU W/IeAMU: C OHOU CTOPOHBI — Te-
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HeTUYEeCKUH TrbepasnaM, KOTOPBIH BHICTYTIAET 32 UH-
AUBUIyaJTbHYIO CBOOOAY BBIOOpA CTATh POAUTEIEM;
C Ipyro — WHTepec obImecTBa WIK ToCyapCcTBa B
ycTpaHeHUU 3ab0JIeBaHUM, IPeACTaBIAIOMMNX O0b-
IIYIO COLMAIbHYIO TpobeMy. TOT, KTO OAAEP>KUBAET
nubepasbHYIO0 TEHETHUKY, IPUBETCTBYET JIIOOYI0 MHU-
IIMATUBY, TTO3BOJIAIONTYI0 00ECTIEYUTh BO3MOXXHOCTD
WHIWBUAYYMY WIH TIape IPUHUMATh peleHue (COoImo-
JIOTY B 06J1aCTU MEAUIIMHBI HA3bIBAIOT 3TO aHITIMHACKUM
TepPMUHOM empowerment (rmosHomMouus. — [Ipumeu.
nep.)). B ux rna3ax yBennueHre o6beMa nHGpopMamuu
MOJKeT UMETB JIUIIb MTOJIOKUTENbHYIO OlleHKy. Ho korga
nHbOopMaIysa HeZOCTyIIHA I IOHUMaHUs, CUCTeMa
3IpaBOOXpaHEHU O/DKHA CO3/IaTh YCIOBHUSA, CIIOCO0-
CTBYIOII[ME €€ BOCIIPUATHIO, IPUYEM OHA JOJDKHA Ie/IaTh
3TO, He BhIpakas SKCIUIUIIUTHO CBOETO CY)XAEHUSI 00
WHAWUBUAYaJIbHOM BbIOOpe. MHOTHE HCCIeOBaHUA
MIPOZIEMOHCTPUPOBAJH, KaK COIIMATbHBIN, STUYECKUN
Y KyJIbTYPHBIA KOHTEKCT BJIUSET Ha pellieHue notrpebo-
BaTb MPOBe/IEHUs T€HETUYECKOTO TECTA WIK IIPUHATH
MIpeJIoXKeHHE O eTro IMPOXOXKAeHUU. B aToM GanaHce
MeXy UHAUBUAYaIbHBIM IPABOM IIPUHATHUA PEIIEHUS
Y IPUHYK/JAIOIIEN BJIACThIO CUCTEMBI 3/[paBOOXpaHe-
HUA (FoCyZapcTBa) CTpeIKa BECOB MOXKET 3aHUMATh
MIPOMEKYTOYHOE IOJIOXKEHNE, BO3MOYKHO, C HEOOJIb-
IITMMY OTKJIOHEHUSMH B Ty WU UHYIO CTOPOHY. PoJib
CHUCTEMBI 3ZI[paBOOXPaHEHU MOTI/Ia OBl OBITH CBeZleHa K
MHHUMYMY: K KOHTPOJIIO HHpopMaIuu (Ha30BEM 3TO
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3alIUTON MOTPeOUTEIA), K KOHTPOJIIO KayecTBa Mpe/-
JlaraeMbIX YCIyT. DTO HEOOXOAUMO, YYUTHIBASA, ITO CY-
[IeCTBYET 3aMeTHasA aCUMMeTPpUsA BO3MOXHOCTH U CIIO0-
COOHOCTH TTOHUMATh 3Ty MHPOPMAIIUIO MEXKAY TEMH,
KTO ee IIpeZjlaraeT B YaCTHOM ITOpAJKe, Y TEMU, KTO ee
3amnpamrBaeT. OUIyTHUB Ha cebe TAKeCTh MOC/Ie[CTBUI
3TOM aCUMMETPUH, HayYHbIE COOOIIECTBA U UX XKYPHa-
JIBI 3aHSUTH TIO3ULIHIO, aOCOMIOTHO MTPOTHUBOTIONOKHYIO
IPAMOMY IIPEeJJIOXKEHUIO '€ HETUUYECKUX TeCTOB IIOTPe-
6uTeN0. B HEKOTOPHIX C/lydasgX CaHUTapHbIE BIACTH
HaKJIaZblBaJlu OrpaHUYeHUA, KakK Ipousouuio B CIIA
B oTHolIeHUM Kommnanuu 23andMe. Ho Bo BpemeHa,
KOT/Ia TECTHI IIPeIaraloTCs Yepe3 MHTEPHET, a 00pasIibl
KPOBU WJIU CJIIOHBI MOT'YT II€PEBO3UTHCA [IOYTOBBIMU
cryk6amMu, HEBO3MOKHO BO3BECTH HEIPEOAOIUMbIE
6apbepbl. PaKTUYECKU TIPEJIOKEHUS TEHETUYECKUX
TECTOB B CETU MHOXXATCA, U OHU He IToAJIeKaT HUKAKOMY
KOHTPOIIIO.

Ha mIpOTHBOTIOI0KHOM IIOJIIOCE HAXOAUTCS PelleHe
0 II€eHTPaAIM30BAHHON CTPATErUU CUCTEMBI 3[PaBOOX-
paHeHus (rocyapCTBEHHOI) MO pacIpoCTpaHEeHUTO
reHEeTUYECKOI'0 TeCTa C Lelbio TPOGUIaKTHKY TeHe-
THUYECKOT0 3ab0jieBaHMs, BIUIOTh 0 BBeJeHUs 00s3a-
TEJIbHOTO TECTUPOBAHUSA. DTO [ielaeTCs TOCPEZACTBOM
BMeIIaTeIbCTBA B CTPYKTYPY CEMbU, OTPaHUYEHUS
SHAOTaMHWHU B MYCYJIbMaHCKHX CTpaHax, 3alpeTa Ha
OpaKu MeXAy JIOAbMU, HaXOJAIMIUMUCSA B IPYIIIE PH-
CKa, B OOIIMHAX OPTOZOKCATbHBIX €BPEEB, pEKOMeH 1a-
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LMY IPOMWTHU TeCT Ha BbIABJIEHNE HOCUTEIS, KaK Jesal
[Muti XII, 9TOOBI TPEAOTBPATUTD TsIKEJIbIe 3a00IeBaHUA.
C TpyZOM mpuHMMaeMas HaceJeHWeM, LIeHTpaanu3o-
BaHHAasA CTpaTerus, «ClylleHHasa CBepXy», UMesa OLHO
ZIOCTOMHCTBO — pellleHre OPraHU3alMOHHOTI'O BOIIpOCca.
11 fOCTUXKeHUS 3asBJI€HHOU LeJIu — COKpalleHUs
pOXKZEeHUA OONBHBIX JIIOZE — CaHUTApPHBIE U PEJIU-
TMO3HbIE BJIACTHU JODKHBI OBUIM MPOAYMAaTh OpraHU-
3alMOHHbIE UHCTPYMEHTHI, OLIEHUTH YeJIOBEYECKYIO
1 DKOHOMMYECKYIO CTOUMOCTbD, 3a/jaThCA BOIIPOCAMU
aTuku. OHU He MOIVIY IoJlaraTtbcs Ha peIHOK. C aTOM
TOYKU 3peHusd, npeobiazaeT BugeHue 60Je3HU KaK
COI[MAaIbHOTO yIepba, KOTOPBIM MOXKHO MpPeAOTBpa-
TUTb, U UZiesd TOT'0, YTO I'OCYZapCTBO BIIpaBe 3allUIaTh
WHTEPECH! OYAYIINX MTOKOJEHUH.

OfHaKo CyLIeCTBYIOT U IIPOMEKYTOYHbIE YCIOBUA,
HallpUMep TpyNHIbl (3THUYECKHUe, PeIUTUO3HbIEe, CO-
[[UaJbHBIE), KOTOPBIE IPU3HAIOT CBOIO reHETUYECKYIO
HWeHTUYHOCTh U MOT'YT C IIOJIHBIM IIPaBOM OTCTauBaTh
ee. Oco3HaBas MOBBIIIEHHBIW PHUCK Tepefadyl CBOUX
HacJIeZICTBEHHbBIX 3a00IeBaHUM, OHU aBTOHOMHO pa3-
pabaThIBAlOT CBOU CTPATETUU TPOPMIAKTUKH.

Peub OTIATH )K€ UAET O CXeMaTHUYeCKOUW WUTIOCTPAIUH;
B CJIOXKHOM O0IIIeCTBE YPOBHU B3aUMO/EHCTBYIOT MEXKY
co0oi1, 3HaHUA UPKYTUPYIOT, [IO3TOMY JIy4Ille He paccy-
’KAaTh aOCTPAKTHO, @ THTEPIIPETUPOBATH OKPYKAIOIIIYIO
Hac 1eiCTBUTENBbHOCTD.
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'

VcTopuyeckue IpUMepPHl IEMOHCTPUPYIOT HaM, YTO
MeXaHU3MbI IPUHATHSA PEIIeHUs Pa3BUBAINCh PA3HbI-
MU IyTsMU. B oc/iesiHye [ecaTUIEeTHs CTPATETUH 110
npoduIaKTHUKe TaJlacCeMUU U ApenaHoIUuTo3a ObLIN
MoAZIep>KaHbl TOCYZapCTBOM, BILIOTh 0 IpUobpeTe-
HUS JUPEKTUBHOU KOHHOTAIUU. ['0CyZapCTBO PENTUIO
pacrnpocTpaHsaTh HHGOPMAIIUIO U CO3/IaBaTh CIYKOBI,
YTOOBI TIAPHI IeJTaJTU IT0-HACTOSIIIEMY OCO3HAHHBIH BBI-
60p. OIHAKO MOYXHO 3aMETHUTD CYIIIECTBEHHYIO PA3HUILY.
Ha Kumnpe nporpamma 6bl1a pacCuuMTaHa Ha YeTKOE
IMOHMMaHMe HaceJeHUueM OIacHOCTHU 3abojieBaHUA,
Ha pacIpocTpaHeHHWe MeAUITUHCKUX 3HAaHUH, MMOJIy-
YEeHHBIX B COTPYHUYECTBE C aHITMUCKOU MeUITUHOM,
Y, HaKOHeIl, Ha U3MeHEeHNEe OTHOIIEHUS IPaKJaHCKUX
U PEJIUTHO3HBIX BjIacTel K mpobseme. VicTopus KOH-
TpoJA TajacceMuu B MTanuu pa3BuBasiach, CKopee,
Ha collMa/JIbHOM rmouBe. OHa Havajach 110 MHUI[MATUBE
TaKUX HccieZoBaTesneli, kak CuibBeCTPOHU, BbIHKHU
i Kao, KoTopble, COBMECTHO CO CBOMMM KOJLJIera-
MM, paboTaNu «B MOJIEBBIX YCIOBUAX», 0Opamanch K
MECTHBIM COI03aM, He HaXOAANUMCS ITO7 YIIpaBJIeHUEM
CHCTEMBI 3[paBooxpaHeHUsi. CKpUHUHT HOCUTEJIS Cpe-
MM3eMHOMOPCKOI aHeMuH B Tanuu He OBLT BEIOOPOM
[[eHTPAIN30BAaHHOU MOMUTUKU. OH ObUT PE3yIbTaTOM
pacrpocTpaHeHHs B 00IlecTBe IIPOIeCCOB, IPUHHUMa-
e€MBIX HaceJIeHUEM U IO/ JeP)KUBAaeMbIX HayYHBIMU
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coo0IecTBaMu U MECTHBIMY MOJTUTUYECKUMU KpyTa-
Mu. Ho, KaK MBI y>Ke YBUZIEIH, 3TO IIPOUCXOAWIO B TY
HMCTOPUYECKYIO STI0XY, KOT/ZJa Hab/TI0aIuCh U3MEHEHUS
CTPYKTYPBI CEMBU U JaXKe PETUTHO3HBIX B3IJISAZ0B B
palioHax, e MPOYHO YKOPEHUIOCh KaTOJIUYECTBO.
Ha HegaBHel KOHpepeHIINU B TpeBU30 — OJHOU U3
MOCJIeJHUX, TZe 1 MPUHUMAJ ydacTue, — AHTOHUO
Kao oTcTavBasm HeIUPEKTUBHBIN XapaKTep KaMIIaHWH,
npoBoAnMOM Ha CapZIMHUY, KaK pe3y/IbTaT COIMaIbHO-
r'O yJacTus, a He JeATeJbHOCTH CAHUTAPHOU TTOJTUTH-
KU, XOTA OHa OKasaja MOoAAePKKY, 10 KpailHell Mepe,
pas3pemunB pacmupeHrne UHPOPMAITMOHHOUA CETH U
YIIPOIIeHHE ZIOCTYIIa K TeHeTUYEeCKOMY TecCTy. byaydu
mapagurMou, IpuMep ¢ TaJacceMHuel yKa3bIBaeT Ha Cy-
IIIECTBOBAHUE PA3UYHBIX ITyTEH OCYIIECTBIEHUS MIPO-
rpaMM. YcTpaHeHue 6oe3nu Tess — Cakca IpOXOAMIO
COBEPIIIEHHO MHaYe, KaK 10 COMaJIbHOMY KOHTEKCTY
OYeHb TEXHOJIOTU3UPOBAHHOW MEAUITUHBI, TaK U IO
3TUKO-PEJIUTHUO3HBIM YCTOSM B IPyIIaX, Ha KOTOPHIE
mporpaMMa OblTa HallpaBjeHa.

Jlpyrve myTH OTKPBUIMCh B CJIydae CO CIIMHAIbHOU
MBIIIIEYHOM aTpodueil 1 MyKOBUCIIUZ030M. B ciaydae
MepBOI CKPMHUHT HOCUTEJIS CTUMY/IMPOBAJICS accolira-
LMel, CO3aHHOM POAUTENAMU AeBOYKU, YMEpPIIEH OT
9TOM 60JIe3HU.

Bo BTOpOM ciiyyae MBI IPUCYTCTBYEM IIPU HOBOM
dbeHOMeHe — CIIOHTAaHHOM y4acTUU HaceyneHUs (ce-



5. 33 aHTPONOJOrMI0 FEHETUYECKOW NPOPUNAKTUKYN 245

Bepo-BOCTOK MTanuu) B TecTe, IpeJi0KeHHOM CEThIO
nabopaTopuid, CO3JaHHOU TI0 MHULIKATHBE [TaziyaHCKO-
ro YHUBEPCUTETA U PACIPOCTPAHUBIIENCSI 6€e3 KaKo-
ro-1n60 JUPEKTUBHOTO MOTHBA WIU ITOATOTOBJIEHHOT'O
IUTaHa. DTa CETh IIPUBJIEKIA PsiZi THHEKOJIOTOB U J1abo-
paTopuii o c6opy aHaIM30B. TeHAEHIUA K UCIE3HO-
BEHUIO MYKOBUCIIU/I03a Ha BOCTOKe pervoHa BeHneto
ABJISIETCA CAyYalHBIM Pe3yIbTaTOM, 3aCAyKUBAIOIINM
ellle OAHOMN MHTepIpeTanuu, B KOTOPOU, BEepPOATHO,
MOTYT OBITH 33/IeHICTBOBAHHI YK€ YIIOMAHYThlE HAMU
dakTopsl. TaM, TZie HAYUMHAET PACIPOCTPAHATHCS 3Ha-
HUe o0 3ab00JieBaHUM, TaM, T/le HaceJeHrue OCO3HaeT
TSDKECTh 3a00yieBaHusA, TpeobajaeT BHIOOP B O3y
MpeAOTBpPAIeHUs POXKAEHUS OOTbHBIX fAeTel. JINIb B
MIOCJIeIHYE TO/IbI BIUATETbHBIE HAyYHbIE COOOITECTBA,
HaIpUMep cO0bIeCTBO TMHEKOIOTOB (AMEpPUKAHCKUM
KOJUIe/I>K aKylLlIepoB Y TMHEKOJIOI0B) U KIMHUYECKUX
reHeTUKOB (AMepUKaHCKUN KOJUIeK MeAUITUHCKOMN
reHeTuku) B CIIIA, koTOpble MOTYT OIpe/enATh Ha-
MpaBJ/ieHUe IesITETbHOCTU MTpodecCuoHaNIO0B, 3aHAIU
pEeLINTEeNbHYI0 IIO3UIUI0, PEKOMEH/YA I'eHeTUYeCKUe
TECTHI IIPU MTPOTHO3UPOBAHUM OEepeMeHHOCTH U Ha-
VYUBIIUCH ]aBaTh AETaJbHYIO HHGOPMAILHIO 00 OT-
ZIeJIbHBIX DTHUYECKUX rpymnax. Mul eme Majo 3HaeM
0 BJIUAHUU, KOTOPOE 3TU PEKOMEH/AllUU OKa3bIBAlOT
Ha PeNpOAYKTUBHBIN BHIOOD MMap WU UHAWBUYYMOB,
HO 3TO CUTrHAJ TOT'0, YTO YeTKadA IMO3ULUA HAYYHOT'O
coobIecTBa MOXKET MMPUBECTU K COKPAIEHUIO BCTPE-
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YaeMOCTU reHeTHu4YecKoro 3abosieBanus. HayuHbie
cooburecTBa MPU3BAHbBI BHITIOJTHATH HOPMAaTHUBHYIO
GYHKITUIO, YCTaHABAWBATh CTAHAAPTHI MEAUIIMHCKON
IIOMOIIY, OLleHWBATh Ka4eCTBO Mpe/jiaraeMbIX YCIyT
o mpodmIaKkTHKe 3a001eBaHUH. BBITyCK JOKYMEHTOB
ABJIAETCA OJHOM U3 UX OCHOBHBIX 33/]a4, HO /IeJIal0T OHU
3TO B PeIKUX CIydasx.

VI

VicTopusa B3aUMOOTHOIIEHUN MeX/y TOCyAapCTBOM/
00I1ecTBOM U MHAVBUAYYMOM IIPU KOHTPOJIE ITepejadu
MHQEKINOHHBIX 3a0071eBaHNM HaCYUTHIBAET ThICAYE-
snetuda. [ToaToMy HEyJUBUTEJIbHO, YTO HAM CEr'OHA Ha-
MHOTI'O IIpolle pellaTh, YTO JieaTh, KTO JO/DKEH JeIaTh
3TO, ¥ KOTO €CThb IIOJITHOMOYHUA ZIeJIaTh 3TO, KOTZa PeYb
WJIeT 0 KOHTpoJIe 3aboneBanuii. Ho ncTopus reHeTHKU
Y HacJIeZICTBEHHOU mepeziaun 3a60eBaHUM HAMHOTO
MOJIO}Ke, TI03TOMY 3/leCh HeoOXxoAuMa KpUTHudecKas
orneHka. CTUMy/NIMpOBaHUE MOJUTUKY T'€HETUYeCKON
IpOodIIaKTUKH, KOTOPOE IPUBOAUT K CJIOKHOMY BBEIOOPY
Y K aHaJIM3y pasjINYHbIX 3a/leICTBOBAaHHBIX paKTOPOB,
U SIBJIAETCSA TEMOU Harlel paboThl.

Cy1iecTByeT MHOKECTBO COIIMOTIOTMYECKUX PACCYXK-
JeHul, MHOrHe GUIocodbl pa3MbIIUIUIN Ha 3Ty TEMY.
BOJIBIIMHCTBO COBPEMEHHBIX KPUTHYECKUX TOYEK 3pe-
HUA Ha TIOJIUTUKY KU3HU IIPOUCXOZAAT OT Teopuu Dyko o
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OUOBJIACTH, TO €CTBb 0 GOPME KOHTPOJIS JKU3HU, POXKIEHHUS
1 CMepTH, KoTopble chopmupoBanuch eiile B XVII-XVIII Be-
kax. B kauecTtBe Mozien DyKo UCIIONMb30BaJ COLMATbHBIN
KOHTPOJIb MHOEKIIMOHHBIX 3aboeBanuii. CorranbHas
rUrMeHa YKpeIvgeT caMy CTPYKTYpPY roCyZiapCTBa U CIIo-
COOCTByeT MOABIEHUIO WIN YCWIEHUIO aIMUHUCTPATUB-
HOM, OIOPOKPaTHUY€ECKOM, ITOUIIENCKOM, I0PUANYECKOH
BJIACTH, TPOTUBOCTOUT PACIPOCTPaHEHUIO NHPEKIIUI C
IIOMOITBIO CAHUTAPHON WHCIEKIVU; ITPAaBWJI, KOTOPBIE
MOTYT OBITh HAJIO’KEHBI HA SKOHOMUYECKYIO YKU3Hb, TTpe-
ISITCTBYS TOBapOOOMEHYy; ITpaBa COOCTBEHHOCTH, 3aKOHOB
0 TpyZe, ypOaHNCTHUYeCKOro An3aitHa. Takke OHa CHCTe-
MaTHYeCKHU PacIpOCTPaHAET 00s3aTeTbHbIE TECTHI IS
BBIAB/IEHUSA TYOEpKYyJie3a WK CUPIIINCA, C IIeJTBIO TIOMCKa
aCUMITOMATUYHBIX OOJBHBIX, IIPEZCTABJIAIONINX YTPO3Y
nuist obiectBa. Cam Pyko naeHTUGUITIPOBAIT MOZEH, TIO
KOTOPBIM ITPOUCXOZMIIO 3TO Pa3BUTHeE, KaK GPaHITy3CKYIO,
HeMeIKyI0 U aHIVIUHCKYIO.

CrankuBasAch C COMHEHUAMH, KOTOPHIE ellle BO3HU-
KaloT 110 TOBOAY KOHTPOJISI MHPEKIIMOHHBIX 3aboJie-
BaHUU — HaAIpUMep, Hac4yeT 00A3aTeSbHON BaKIIU-
HaIli¥, — YMEeCTHO CIPOCUTH cebsA: KaKoi cTenmeHn
Pa3BUTHA JOCTUT KOHTPOJIb TeHETUYEeCKUX 3aboseBa-
Huii? Ilo moBoAy HUX, KCTAaTU, MBI ZIOJDKHEI ellje OTBe-
TUTh Ha QyHJAaMeHTaJIbHBIN BOIIPOC: IPAaBOMEPHO 1
KOHTpoaupoBarth ux? ®yko, ymepmnii B 1984 rozy,
He yCIeJl ToApOOHO pa3BUTh TeMY «OHMOBIACTH» Yepe3
IIpU3My I'€HEeTHUKH, HO MOXXHO YTBEPXK/JATh, YTO 3TOT
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BOIIPOC — O BO3MOXXHOCTH TIPOJOJIKEHUSA PoJia, O Ipa-
Be POXXAATHCA U POXKATh, B TeX GpOpMax, B KOTOPHIX 3TO
Cero/iHs BO3MOXXHO — BBI3BIBAJI Y HET'O UHTEpPeC, KakK U
Y MHOKECTBA ero nocjeZioBareyei, Takux Kak Poys nwiu
PabuHoB. O6 3TOM CBU/IETETBCTBYIOT Ba’KHbIE PaOOTHI,
HaTnpuMep, psaj UccaeoBaHUU Mo peAakiiieir Caxpbl
I'n660H u Kapmoca HoBaca''®, co6paBIIMX MHOXKECTBO
TEOPHH, IeTAFOINX BKJIAZ, B IIOHATHE OMOCOIIMATbHOCTH,
npeaokeHHoe PabHOBBIM. OHAK/BI, B PAMKaX CBOETO
kypca B Kosutex zie ®panc B 1978-1979 IT. 0 «poxKAeHUN
OUOTIOMUTHUKI», DYKO ITOCBATWI PAAZ, IEKINH TeMe JTrbe-
PaJIbHOT'O TOCYZapCTBA, OTCTYIIUB OT IEPBOHAYATIBHOTO
IUIaHa, HO TIpeIBApUTENbHO OH 3a/aJics BOIIPOCOM 00
YCIOBHSX, B KOTOPBIX POXKAAETCSA OMOMOMUTUKA; TAKIM
06pa3oM, OH IPOAHATU3UPOBAJ THOEPaTbHYIO KOHIETT-
IIUIO TOCyZlapCcTBa. Bompoc, He UyK/bli 4esioBeYecKon
reHeTHKe: BEIOOP pellleHHs BOITPOCOB XKU3HHU, KOTZA /10-
CTYTIHBI TEXHUYECKHE BO3MOKHOCTHU, 3aBUCUT OT 3TUYe-
CKUX YOeXXZeHUH 00 UHANBU/YATbHOM M KOJUIEKTUBHOM
OTBETCTBEHHOCTH, a TaK)Ke OT CAMOU KOHIIENIINH I'oCy-
JlapCTBA U €T0 BJIACTHBIX TIOJTHOMOYMH. JInbepambHOMU
TreHETHUKA MOXET OBITh TOJIBKO B JTMOEpabHOM T'OCY-
napcrtBe. CiezioBaTenbHO, OCTAeTCA OCHOBHOM BOIIPOC:
3ayaTHe YeJI0BeUeCKOTO CyIecTBa ABIAETCA MPUPOAHOMN
CIy9aiHOCTBIO, KOTOpas J0KHA OCTAaThCA HEIIPUKOC-
HOBEHHOM, WX HY>KHO YIIpaBiATh eto? Kak Beipaswica
Xabepmac, CcylecTByeT U HEOTheMJIEMOe TIPaBoO Ha
CJIy9afHOCTh FeHeTUYecKoro Hacjaeausa? Bompoc o re-
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HETUYECKUX 3a60/IeBaHUAX — ITO YaCTh IPOOIEMBI
yIpaBJeHUs KU3HbIO, OH TIePEKINKAETCSA C BOIIPOCOM
0 AeMorpaduu, OH OHOBPEMEHHO UHAUBUAYATbHbBIN
Y KOJUIEeKTUBHBIN, TPUHAAIEKUT JTUIYHOCTU U rocyap-
ctBy. C Touku 3peHus Pyko, ¢ BTOp)KeHHEM OHOJIOTHU
B yIIpaBjieHle TOCyZapCTBOM MPaBO KMU3HU U CMEPTHU
MIPeBPATUJIOCH B IIPABO POXKATh U MTO3BOJIATh YMUPATh.
Ero nmosumnus 6;113Ka K IUPOKO 00CYK/JaeMbIM CETO/HS
KpPaWHOCTAM COBPEMEHHON MEAUITMHBI O BBIOOpPE TOTO,
KTO ZIOJDKEH POXKaTh, U O IOCTOUHCTBE CMEPTH.

VII

Jlo cux TIOp aHTPOIIO/IOTH 3aHUMAJIVCh TeHETUKOMN B OC-
HOBHOM /1711 0OCYK/IEeHU: BOIIPOCA PaChl, YTOOBI 000CHO-
BaTh ee BAXKHOCTb U YTBEPAUTD IIPEBOCXOZCTBO Oeroi
pachl, WIK YTOOBI IPOAEMOHCTPUPOBATD, UTO Y ITOTO
MOHATHUSA OTCYTCTBYeT KaKas-Tn0o HayyHas 6a3a. Ceituac
peub WJeT O pacIIMPeHUH 3TOM IepCleKTUBE, U B 3TOH
KHHUTe MBI IIOCTApaJINCh CeNaTh 3TO, HaYaB ¢ O0Ie3HH,
KaK OTJIMYHOTO 00beKTa HabJII0IeHNs, IOCKOJIbKY OHA
KacaeTcs KM3HU KaXXJOT0 U IIpeZCcTaBsAeT He TONIbKO
KYJIBTYpHBIN UHTepec. HeT Heo6X0AMMOCTH BIa/IeTh CTa-
TUCTUYECKUMU WIN MEAUIIMHCKUMU 3HAHUAMHU, YTOOBI
0CO3HaTh NpobieMy HacjaeACTBEHHOro 3ab0oIeBaHus;
MHOTHE TIEPEeXWIH er0 B CeMbe, MHOTHE TTaphbl U UHAN-
BU/JYYMBI CTOJIKHYJTHICh C HEOOXOAMMOCTBIO IIPUHATHUSA



250 [bABONbCKNIA TeH

pellleHNs B CBA3U C BPeIOM, KOTOPBIM OHU MOT'YT Ilepe/iaTh
cBoeMy pebeHKy. Kpome TOro, 0ueBUIHO, YTO reHeTHYe-
cKoe 3aboseBaHue H60siee He MOXKeT BOCIPUHUMATHCSA KaK
daranbHOCTD, HENPeABUIEHHBIN ciryyaid. Bompoc B ToMm,
KaK BIMChIBAETCSA Mlepeiada TeHETHIECKOro 3a001eBaHuUs
B CUCTEMY JIMYHBIX U KOJUTIEKTUBHBIX IleHHOocTel. Ho 60-
JIE3HD SIBJIIETCS OTIMYHBIM OOBEKTOM /IS HabJII0qeHUSA
el1le ¥ IIOTOMY, YTO UMEHHO OHa yCTaHABIMBAET IPaHUIIbI
bUBUKO-XUMUYECKOU MHTepIIpeTaluy reHeTuku. Kak
roBopuJ Jaypeat HobesieBCcKol MpeMUu 1o MeAUIIHE
1965 roga Anzpe JIbBOB, KOTOPOTo IUTHPOBa Pyko!l®,
TaM, re i1 GU3nKa MyTalus — 3TO, B KOHEYHOM CYeTe,
JIVIITb 3aMeHa OIHOM HYKJIEMHOBOU OCHOBBI Ha JIPYTVIO,
JUISA T€X, KTO UMEET JIeJTO C )KU3HBIO U CMEPTHIO, 60JIe3Hb
MIOZIHMMAeT BOIIPOC O TOTPENTHOCTH, CyIleCTBEHHOMN
JUTS1 OTIpeZieJIEHUsT CaMOT'0 TIOHATHUSA JKU3HH, U O ee 3Ha-
YHMMOCTH, TO €CTh PACCTOAHUSA, KOTOPOE OTAeNSAeT ee OT
HOPMBI. OTO, BO3MOXKHO, BUTAJTUCTUYECKOE TIOHATHE, HO
HeMuHyeMoe. [TosydaeTcs, YTo BOIIPOC O TOM, IPUAATh
JIU cMBICT 0OMeHy ocHOB niern JIHK, siByisieTcst aHTpOTIO-
JIOTUYECKUM, Y OTBET Ha HEr0 He MOXXeT OBITh MOJIy4YeH
OT CaMOM r'eHeTUKH.

VIII

B nozpobHOM UHTEPBBIO, BhIIIeAnIeM B 2007 roxy, bep-
HazeTT Moze, 0 KOTOPO MBI y:Ke TOBOPHJIU KakK 00
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OJHOM U3 IVIaBHBIX 3KCIIEPTOB B BOIIPOCE TajacCeMUU
U ee IpeJOTBpallleHus, paccka3blBasg O CBOeU 3aZaue
B paboTe C MaKUCTAaHCKOU OOITMHOM B AHIVIMHY, B 4aCT-
HOCTU roBOpUT: «PaboTas ¢ KUIPUOTAMU, 1 XOPOILIO
Hay4JuIach OTaBaTh cebe OTYET B TOM, YTO MHE HEOO-
XOZIUM COTPYJHUK-TIaKUCTaHel,. fl mpodynTasa XOpoIuyo
KHUTY 110/, Ha3BaHUeM “Mexay AByMs KyJIbTypamu’
(anrm. Between Two Cultures), 06 onbtme co30anus cemetl
YiIeHaMU Pa3InyHOr0 3STHUYECKOTO IPOUCXOKIEHUA B
Benmkobputanuu. Tam TOBOPHIOCH 00 aHTPOIIOIOTHH,
Y HECKOJIBKO CJIOB OBLIO MOCBAINEHO KUIIPHUOTAM, HO
OBLTa TaK)Ke M CTaThsA O MaKUCTaHLaxX y Bepurtu Caii-
¢dynnel XaH. [...] f cBsA3anmack ¢ HEW U cmpocuia, He
3HaeT JIY OHA CIIy4aiiHO KaKoro-HUOY/Ib ITAKUCTaHCKOTO,
MYCYJIbMaHCKOT'0, GPUTAaHCKOT'O COIIMOJIOTa, ¥ OHA Ipe/-
craswia MHe Aampy [lapp». Tak bepHazeTt Mozein,
6uosior 1o 0O0pa3oBaHUIO, MEAUK, TIOCBITUBINAA cebs
TaJacCEMUU, OT MOJIEKY/IIPHOM OUOJIOTHHU /IO JIeYeHUS
O0JILHOTO, PeIINB 3aHATHCA MPOPIIAKTUKOM 3ab60seBa-
HUS, IOHAJA, 9YTO, IOMHUMO MeUIIMHCKOM, OHA J0/DKHA
OBLTa BHITIOJNHATS ellle ¥ aHTPOIIOJIOTUYECKYIO 3a/1a4y,
Y OHa ITOCTapasach CBA3aThCA C COLIMOIOTOM, XOPOIIO
3HAIOIIVMM MEHTaJIUTeT aHTJIUNHCKUX MaKUCTaHIEeB.
Brla oprann3oBaHa BCTpevya 3TOM OOLIUHBI C UMa-
MOM, CBIH KOTOPOTO 60Jies TajacceMUuel U KOTOPBIi
BBICTYTIAJI 32 IpephIBaHNe 6epeMeHHOCTH, ¥ 3TO CTAJIO
MepBBIM CIy4aeM, Korja Obuia IpuMeHeHa IIpeHaTalb-
Has Auarsoctuka. OTcioa Hayaaoch COTPYAHUYECTBO
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C aKyllepaMu /i BBIABIEHUA Cpeau xuTeneil Kunpa
nap, HaxXoZAUIMXCA B 30He prcka. VM mpegsaranach
BO3MO)XHOCTb MPOWUTH MPEHATAIbHYIO JUATHOCTUKY,
HO 37IeCh y4eHas CTOJIKHYJIACh ¢ OOJBIINMU TPYAHO-
CTSMH, TOCKOJIBKY el He yZlaBaioch MOIyIUTh GpUHAH-
CUpOBAaHUeE /ISl IPOBEJEHUS] CBOUX UCCAEAOBAaHUN U
ux myoaukanuu. CyIecTBOBas U KYJIbTYpPHBIN 6aphep,
MeIIaBIINY TepCIeKTUBe IpeHaTalbHON IMarHOCTUKY
Y MOCJIEAYIONIero abopTa, Aaske eCJIH JIIOAM, KOTOPhIM
npejjarajauch JaHHblE PelIeHUsA, He UCIbITHIBAIHN
TPyZHOCTE! B TOM, YTOOBI UX IPUHATH. CyIleCTBeHHYIO
IIOMOIIb el oka3as nocos CayZloBCKOM ApaBuH, IMIeNHx
®daifzanp Anb-XerenaH, CbIH KOTOPOTO OBUI IIOpaXkeH
3TUM 3Ke 3abosieBaHMEM U KOTOPHIY CyMeJs IIPUBJIEYb
ellle HECKOJIIbKUX BIUATENbHBIX JIUI] B CBOEH CTpaHe K
noasep:kke nHUNMATUB Mogest. Uto kacaeTcs npodu-
JIAKTHKY CEPIIOBUAHOKIETOYHOM aHEMUH, TO OHA MMesia
OOJIBIINI yCIIeX ¢ CaMOro Havaja, MOCKOJIbKY MpoTa-
raHZUPOBaJach YePHBIM COOOIIECTBOM KapuOCKOTO
IIPOUCXOXK/IeHUs, ¥ KOTOPOI'0 He ObIO KYy/NbTYPHBIX
6apbepoB B ee mpodrwiakTuKe. TakuM 06pa3oMm, uaeu
Mogzenn, KOTOpble OHAa caMa CYUTaNa 000CHOBAHHBIMU
B OMOJIOTHYeCcKOM, HAyYHOM U MeJUIIMHCKOM IIJIaHe,
He TIPOU3BOJUIU CYIIeCTBEHHOIo g deKTa Ha 4acTo-
Ty POXKJAeMOCTH OOJIBHBIX ZIeTel /10 TeX IOp, II0Ka He
IpeBPaTUINCh B OOUIMPHEBIE TIOJUTHUKO-CAHUTAPHBIE
nporpaMmbl. Moziesi1, KaK U BCe Te, KTO BIIOCIEACTBUH
paccMaTpuBall MpobyeMy KOHTPOJI FTeHeTHYeCKUX 3a-
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6osieBaHU, HEM30€)KHO CTOJKHY/IaCh C 0COOEHHOCTAMU
MEHTAJIUTETA, KYJbTYPHI, COLIMATbHONU OpPTaHU3aLNU
0o6muH. OTU GaKTOPHI OKA3aIUCh OTIPEEIAIOIINMU B
MPUHATUY T€HETUYECKUX TECTOB. /[eCTBUTENBHO, €CITU
JiedeHne reHeTUYeCKUX 3a00IeBaHUH U MOJIEKY/ISIPHBIE
MeXaHU3Mbl, KOTOPbIE UX TPOBOLUPYIOT, BXOJAT B 00-
JIaCcTh, KOTOPYIO MBI MOKEM BCEIEIO TPUHATD KaK TH-
MTAYHO TEXHUYECKYIO, TO UX MPOPIIAKTUKA, HA0O0OPOT,
HaXOJUTCs Ha IepecevyeHuU OGUOJOTHUU U KYIbTYPhI U
W/ieaJIbHO BIIMICHIBAETCS B @HTPOIIOJOTUYECKUM U TI0-
JIUTUYECKUN KOHTEKCT. B 9TOM KHUTE MBI pacCMOTpen
KOHKpETHbIE U aKTya/lbHble BOIIPOCHI, HE TOHSACH 3a
Hay4YHO-QaHTACTUYECKUMU clieHapusaMu. [lapaaurma
reHeTUYeCKOU MPOPIAKTHUKHY MpeCTaBIeHa yCTpa-
HeHUeM TasacceMuu U 6ose3Hu Test — Cakca. Ceriuac
y)Ke 0603puMa TMepCrIeKTUBa cAelaTh TO K€ CaMO€e B
OTHOIIIEHWM MYKOBUCIIM/I03a, CITUHAIBHOU MbIIIEYHOH
aTpoduu U IPyrUX MOHOTEHHBIX 3a00IeBaHUM, TAKXKe
CTAaHOBUTCS BO3MOXXHBIM BKJIIOUMTh B 3TOT CITMCOK
TBICSYM JPYTUX O0JIe3HEeH, MopaXKalouUX YeJIoBeye-
cKoe cymiecTBo. Ecu fake Kakaas OTAeNbHO B3sTas
reHeTHUYecKas 60JIe3Hb ABIAETCA PEAKOM, BCE JKE €CTh
CMBICJI OCTPO CTaBUTH IIP0obIEMY ee KOHTPOJIs, 6Jaro,
TEXHOJIOTMYECKast IBOJIIOUA JieIaeT 3TO Bce Oosiee BO3-
MOXXHBIM. [JIaBHBIF BOIIPOC COCTOUT HE B TOM, KaK 3TO
CZleNIaTh, YTO KACAeTCsA TEXHUYECKUX U 9KOHOMUYECKIX
MEeXaHU3MOB, a B TOM, ZieJlaThb JIU 3TO, YTO TOAHUMAET
AHTPOIIOJIOTUYECKUM BOIIPOC, TO €CTh TOYKY 3PEHUS
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HayKU, MUPA, PEeJIUTUH, OTHOIIEHUI MeX/y COBpEMEH-
HBIMU JIIOAbMU U OyAYIIUMU ITOKOJIeHUAMH. [ToMruMO
CIIEKYIAIUN Ha TeMy IPOUCXOXK/JeHUA BceleHHOH,
YEPHBIX JBIP U «OOJIBIIOrO B3pEIBa», FT€HETUKA CTABUT
’KUBOTpeIIeIyIIye BOIIPOCH], CBA3aHHbIE C IPOJOJIKe-
HUEM KU3HH, CO CTpaJaHueM U Hallel BIacThiO clie-
JIaTh YeJI0BeKa CoBepIlIeHHee ¢ OM0JIOrNIECKOH TOUKU
3penus. l'oBops A3bikoM PyKo, BOIpoc cMeIaeTcs B
CTOPOHY aHanu3a «OMOBIACTU»: KaK paboTaeT Mexa-
HU3M IIPUHATHUA pEIleHUI Ha TpeIMeT e TOPOXKAEHUSA B
COBpEMEeHHBIX COODIIeCTBax, I7e IPaBo Ha KMU3Hb U Ha
CMepTb OOJIbIIIe He 3aBHUCUT OT «T'OCIIOAUHA» U HE MOXKET
OBITH IIPOCTO CBEZIEHO K PEIIEeHUI0, «CITyIIIeHHOMY CBep-
Xy»? KakoB 3TOT ITy4OK CHJI, COITIACHO Npe/CTaBIeHHUIO
®yko, KOTOpBIH OyzeT 00ycI0BIMBATh BEIOOP?

IX

CocTosHIE HOCUTEJIA TeHeTUIeCKOTro 3a00IeBaHuA o7~
HUMaeT IpobJieMy UHAVUBUYJIbHOU U/ WIN COLUATbHOMN
OTBETCTBEHHOCTH. VIMes BO3MOXXHOCTD ITpeZIBUAETH I1e-
pezady reHeTH4ecKol 60e3HH, 3aKOHHO JIU He JleTaTh
3Toro? MokHO OBLTO ObI TIOAHATHCA ellle Ha OAHY CTYIIEHb
Y 33/1aThCSI BOIIPOCOM: HACKOJIBKO JIOIIYCTHUMO JjaXke He
XOTeTb 3HaTh? IIOHATHE OTBETCTBEHHOCTHU ITopasyMe-
BaeT J0OPOBOIBHOCTh: HEJIb3: HECTH OTBETCTBEHHOCTh
3a cOOBITHSA, HE MTOAAAIIIHECS TPeABUAECHUIO.
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Bcsi coBpeMeHHasi COIUOJIOT s 3[paBOOXPaHEHUA
IIPU3HAET LIeJTb empowerment, KOTOpasi COCTOUT, B HAIIEM
ciIy4ae, B IPeAOCTaBIEHUH GOBIINX BO3SMOKHOCTEMH IS
BbIOOpa Gy1arozapsi TeHETUYECKUM TECTaM /ISt JIIOZEH,
TUTAHUPYIOIINX POXK/eHNE AieTeid. CIUTaeTCs, 9TO BBIOOP
JIOJDKEH OCHOBBIBAThCS HAa 3HAHWU U YTO YeM OOoJIbIie
3HaEIb — TeM JIy4llle. JTa u/es, B abCTPaKTHOM TIOHH-
MaHUH, UMeET ITPaBO Ha CyIleCTBOBaHUE, HO OHA OIIPO-
BepraeTcs TeM GaKTOM, YTO 3HAaHUE OMACHOCTHU OBITh
HOCHTEJIEM TaJlaCCEMUU, HAaIIPSMYIO He TIPUBEJIO K 3Ha-
YUTETHHOMY YMEHbBIIEHHUIO KOJTUIECTBA OPAKOB MEXIY
€IMHOKPOBHBIMY POZICTBEHHUKAMU WUJIU XOTsI ObI MEXKIY
HocuTesIMH. To JKe caMoe MOXKHO cKa3aTh 00 yOexxIeH-
HOM KaTOJIMKe, KOTOPBIH OTKA3bIBAETCS OT MEPCIIEKTUBHI
TeHETUYECKOTO TEeCTa, TaK KaK OTBepraeT U/el0 HeraTUB-
HOU reHeTUKU. V1 HA060POT, UMEHHO 3BOJTIOLIVSA IIOHATHUS
CeEMbHU CIIOCOOCTBOBAjIAa TOMY, YTO OOIIECTBO MPUHSIIO
IIPEBEHTUBHOE T€HETUYECKOE TECTUPOBAHE U TIPOHUK-
HOBEHUE TEXHUYECKOT'O dJIEMEHTA B CO3ZIJaHUE CEMbH.
KoHeuHO, Best ANCKyccHs ObLIa ObI HAIIPacHOM, €CJTH OBl
He CyIIeCTBOBAJIO JIF0/Ieli, KOTOPBIE HE OTPAaHUYUBAIOTCS
OTKa30M OT POXKAEHU JieTel WU TpeHaTaJIbHOU Jua-
THOCTUKOM 1 abOPTOM, a PEIIAoTCs Ha UCKYCCTBEHHOE
OIUTOZIOTBOPEHME U MPEeABIMIUIAHTAIIMOHHYIO IUATHO-
CTUKY — BMEIIaTeIbCTBA, IPHEMIEMBIE Ja’Ke C TOUKU
3peHMs PeJIUTUH, TIPU OlpesieJIeHHOM Toaxoze. U eciu
OBI He OBLIO CHCTEMBI 3ZI[PaBOOXPAHEHUS, CIIOCOOHOM
pean30BaTh UX, TO €Ille OCTaBAIMCh ObI aOCTPAKTHHIE
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3TUYECKUe TOYKY 3peHus. Bo3MoXXHO, Hanbosee ApKUM
IIPUMEPOM MOXKET CIYKUTh VTanud, rae us-3a HeJjajb-
HOBUZIHOM BJIACTY OBUTH YTBEP:K/I€HbI IPOTUBOPEYHBHIE
3aKOHBI, ITpe/lycMaTpHUBalolrie 3aKOHHOCTb, B HEKOTO-
PBIX CTy4danx, abopTa ¥ OJHOBPEMEHHO OTBepraloye
BO3MOXKHOCTb IIPebIMIUIAaHTAI[MOHHON JUarHOCTUKU.
Ho He 6yziem 6oJiblile HETOZOBATH I10 3TOMY ITOBOZY: 3TO
JIUIIBb OTPa’kaeT HeCcTaOMIbHOCTD CUCTEMBI IIEHHOCTEH!,
COTIJIaCHO KOTOPOU OZUH M TOT Ke ITapJaMeHT MOXXeT
B PasHOe BpeM:A HaXOAUThCA M0/ BIUAHUEM pa3HbIX
KYJIbTYyp, UMEHHO II0TOMY, 4YTO OH He ABJIAETCA «I'OCIIO-
JVHOM>», KOTOPBIY pelliaeT 3a BceX, a, CKopee, TI0X0X Ha
Bechl, OaJaHCUPYIOIIYE MEX/AY Pa3HBIMU 3TUYECKUMU
B3TIAAaMU. Ha fesie, IpOTUBOPEUYMBOCTD pELIeHUN
WUTaTbAHCKOTO [TapJiaMeHTa OTpakaeT IIPOUCXOZAIIee B
CTpaHe peasbHOEe IPOTUBOCTOSHUE U/IeaIOB U IPUBOAUT
K He0OXOMMOCTH TOTO, YTOOBI STUKOH TOCyZapCTBa CTaj
He TTOKCK abCOIOTHOT'O MOPAJIBHOT'O ZI0JITA, a CO3/IaHue
IIOYBBI IJI1 MEXKKY/JIBTYPHOI'O B3aUMOZEHiCTBUA.

X

A mpeanarato Takoe pellieHue, IIPU KOTOPOM HU OZHA
OTZe/bHasA Ky/lbTypa, He3aBUCHUMO OT CTEIIeHU ee JOMHU-
HUPOBaHMUS, He MOIJIa ObI PETEeHI0BATh Ha TO, YTOOBI
OBITH HOPMATHUBHOMU 7151 BceX. KoHIlenus, yTBepAvB-
masaca B 3allaZHbIX Pa3BUTHIX CTPAaHAaX, COCTOUT B T'OCY-
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JlapCTBe, OCHOBAHHOM Ha 001Iel MOpaJiy, IPUeMIEMOM
Pa3HbIMU COCYIIECTBYIOIINMHU KYJIbTypPaMH, Te 0011e-
CTBEHHBIU CTPOM He HOCUT JUPEKTUBHBIN XapakTep,
a BBITIOJTHAET QYHKIMIO rapaHTa. Borpoc nmpogomkeHus
poza He MOXKET OBITh CETOAHSA MTPEAMETOM BCEOOBEMITIO-
IIero 3TUYECKOro MUPOBO33peHus. ['ocyzapcTBeHHAsA
MOJINTUKA, HaTlpaBJieHHas Ha 3al[UTy OyAyIIUX MMOKO-
JIEHWH OT reHeTUYeCKNX 3a00IeBaHUH U BBITEKAIOIIAS
U3 W/IeV KOJUIEKTUBHOW OTBETCTBEHHOCTH, HEMBICTIIMA.
[ToHATHE PENTPOAYKTUBHOU OTBETCTBEHHOCTH JJOJI?KHO
OBITH CBEIEHO K YPOBHIO WHAWBUAYYMAa WU TapPHI.
Bo nsbexxaHre 0OBUHEHUH B €BreHUKE, IOJTUTHYECKasT
BJIACTD J0JKHA OBITH 'MOKOI. 3a60Ta 0 reHeTUYeCKOMI
YHCTOTE OTJIMYAETCS OT APYTrUX GopM MpoPHIaKTUKU
ymep6a 6yzyuum noxkoseHuAM. Tak, rocyzapcTso 6o-
peTcs ¢ mepeAiaveii THGEKIMOHHBIX 3a0oeBanuii. Eciu
6561 crduIHC OBLT elle PacIIpPOCTPAHEH, TO MPOPUIAKTHU-
Ka BpOXKZIEHHOTO cudwirca Bouuia 66l B 003aHHOCTU
CHCTEMBI 3/[paBOOXpPaHEHUs, KOTOpas AO/KHA ObLIa
OB OpraHM30BaTh CKPUHUHT 3a00yeBaHuA A Oepe-
MEHHBIX, BIUIOTb /10 00I3aTeIbHOTO, a TaKKe MOUCK
60JIbHBIX TyOEepKyIe30M, YTOOBI U36€eXKaTh MHPHUIIH-
pOBaHUA HOBOPOXJEHHBIX. Peakiius BaccepmaHa Ha
cuduanc u TyOepKYJTUHOBBIM TECT 10 HEJaBHUX TTOP
O6BUTA pACIIPOCTPAHEHHOU U 00513aTETbHOM MPAKTUKOM.
CeroZiHdA Takue ke cOOOpaKeHUSA MOTJIN OBl pacIipo-
CTPAHATHCA Ha NMPOPWIAKTUKY Nepefadyrd MHPEKIINU
BWY wnu renatura B.
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BoIpoc TeHeTUKU OTIMYAETCS OT 3al[UThI CPEABI,
OT 3al[UThl OMOJIOTUYECKOTO pa3Hoobpa3us, Ije ro-
CyZapCTBO [O/DKHO FrapaHTHUPOBATh JIYIIIUN MUP, KaK
JIOJIT Tiepes OyAYIIUMHU MTOKOJeHUAMU. OYEeBUAHO, YTO
HeJIb351 OCTaBJIATh HAa YyCMOTPEHUE POAUTENEH pellleHre
IIPOM3BECTH Ha CBeT pebeHKa C TaKeIbIMU GopMaMu
BPOXEHHBIX MHPEKIUN. B ciaydae ¢ mepezayeii re-
HETUYeCKUX 3a00JIeBaHUN PENPOAYKTUBHBIN BBIOOD
MOXXeT pOpMHUPOBATHCSA TOJBKO KaK IpaBo 6e3 B3anuM-
HOM 00s13aHHOCTU. 3HATh COOCTBEHHOE reHETUYECKOE
COCTOSTHHE UMEET ITPAaBO KaXK/IbIi YeIOBEK, HO HUKTO He
JIOJDKEH JleJIaTh 3TO 10 MPUHYKAEHUI0. 3HATh O PUCKE
nepe/ilayy reHeTUYeCKOoro 3ab0/ieBaHUs UMEET MPaBo
KakJasi rmapa, Ho HUKTO He BIIpaBe 3aCTaBJIATh ee Jie-
saTh 3T0. OOIIECTBY, KaKyo Obl IeGUHUITUIO OHO CaMO
cebe He ZIaBaJIo, MyCTh Ia’KE B CAMOM ITUPOKOM CMBICJIE
6MOCOITMATILHOCTH 110 PaOUHOBY, TOXKE MMPUHAJIEKUT
IIPaBO CTUMY/IMPOBATh MTOJy4YeHUE JTIOAbMY 3HaHU 00
HX F€HETUYECKOM COCTOSHUU /IS IIOBBIIIEHUS CTEIIEH!
OCO3HaHUs pUCKa 3ab60/iIeBaHUsA, HO HUKTO HE MOXKET
3aCTaBUTh €ro ZeaTh 3TO. TaKk Mbl MOXKEM BIIacCTh B
OECKOHTPOJIbHBIN FreHeTUYEeCKUU Tnbepannusm, rae
OTCYTCTBYET BCAKUN KOJIEKTUBHBIN MHTEPEC, M OCTa-
BUTh UHAVBUAyyMa WIU TPYIINY JOJel Ha MUJIOCTh
cyzAb6bI. Ho cyliecTByeT poJib KOJUIEKTHUBA U TOCYZAap-
cTBa. MBI MpoaHaTM3UPOBaJIU ABJIEHUA «ONOCOIUATD-
HOCTH», POJIb acCOIMAIIUH MalueHTOB, UHCTUTYTOB,
KOTOpBIE MOSBJISIOTCS, YTOOBI U3y4aTh T€eHETUIECKUE
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3ab0JieBaHMA, ¥ 9aCTO TaK)Ke 6epyT Ha cebst paboTy 1Mo
MHGOPMUPOBAHUIO OOIECTBEHHOCTH U OT/IETbHBIX JIUI]
0 BO3MOXXKHOCTSIX TPOGMIAKTUKY. BaxkHa POJIb YUEHBIX,
M300peTaroIHX HOBbIE TEXHOIOTHH /IJIs BBIABJIEHUS T'e-
HeTUYeCKUX fepeKToB. 3HaUYNMa POIb GMOTEXHOJIOTH-
YeCKOU MHAYCTPUU, pa3pabaTriBatoleil MHCTPYMEHTHI,
CIIOCOGHBIE BBHITTOMHATD IUATHOCTUKY U CKDUHUHTOBBIE
TeCThbl, KOTOPbIe MOTYT B HacCTOsAIlee BpeMA IPOBO-
JUTHCS HAa COTHSAX THICTY YEJIOBEK TI0 HEBBICOKOH I[€HE,
B TOM YHCJIe B CTPAHaX C He OY€Hb BBICOKUM YPOBHEM
SKOHOMHUYECKOT'O Pa3BUTHA.

JIubepanbHOE OOIIECTBO rapaHTUPYET IUIIOPATU3M
MHEHUH U JBIDKEHNE UEeH, a BeJb OHO MOIVIO OBI I10-
BBICUTD Oapbep U CZIesIaTh TeHETUYECKOe TECTUPOBAHUE
TPYAHOJOCTYITHBIM. DTOMY ObI CIIOCOOCTBOBAIM MaJIOe
KOJINYECTBO 00II[eCTBEHHBIX JJaO0PaTOPUH, OCYIIEeCTB-
JIAIOMUX TECTUPOBAHUE, OTCYTCTBUE YCJIYT IO TeHe-
TUYECKOMY KOHCYJIbTUPOBAHUIO, BBICOKAS CTOMMOCTD
HCCIeZIOBaHUA IS TPakJ|aH U HepacIpoCTpaHeHHe
reHeTUYeCKOW rpaMoTHOCTU. TakuM ob6pasom, TiaBs-
HOU POJIbIO TOCYZIaPCTBA Y CUCTEMBI 37[paBOOXPaHEHUS
SIBJIAETCS POJIb TapaHTa AOCTYITHOCTH UHpOpMAITUU U
reHeTUYECKOTO TECTUPOBAHUS, yCTPaHSIOIIEero baphe-
PBI, Ipe/Iaraloliero yCIyTy HaceJeHUI0, KOHTPOJIUPY-
IOII[ETO Ka4eCTBO YaCTHBIX YCJIYT U 00eCIeYnBaroIiero
TaKue YCJIOBUsA, TPU KOTOPHIX 3TU YCJIYTH HEe HABA3bI-
BaIOT HUKAKOU 3TUYECKOH mosuuu''’.
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TeHOMUKY He JK/JeT CIIOKOIHOe OyzyIree, 1, BO3MOX-
HO, MHOT'HIE U3 CIleHapHeB, KOTOpBIe BooOpaykeHuUe CIIo-
CcOOHO HApUCOBATh, TaK Y OCTAHYTCS B 00I1aCTH HAYYHOMN
danTactuku. B 1990-x rozax nosapuaach KOMIaHUA
deCode, penmBiei co3ziaTh OTPOMHBIN OaHK IreHeTHde-
CKUX JaHHBIX UCTAH/IIEB. DTO 0/DKEH ObLT OBITh TIEPBBIN
Hapo/, C IOJIHOCTBIO paciindpoBaHHBIM reHOMOM. Mjes
6pu1a odpunranbHO offobpeHa napaaMeHToM Vciananmy,
KOTOPBIY MTOAHAJ BOIIPOC O NIPUHAJIEKHOCTH HaIMO-
HaJIbHOT'O T'eHeTUYeCcKOoro HacaeAus. OTa MHUIMaTHUBa
Jlajia CTUMYJL 11 Hay4yHO-daHTaCTU4eCKUX UCTOPUH,
Takux, Kak ¢mwibM «['opoz ckiasiHOK» (aHri. Jar City
(Myrin)), HO 5KOHOMUYECKH! OHa IMPOBaJINIACh, IIPOCY-
IIeCTBOBAB JIUIIb HECKOJIBKO JIeT. M moToMm, cTpaliHas
yrposa He ObLIa TakKOH yK peasbHOU. Ho yuuTeiBas
CKOPOCTb Pa3BUTHA TEXHOJIOI'MYECKOTO ITporpecca 3a 1o-
c/lefIHYe IATHAALATh JIeT, IPaBOMEPHO 3a/,aThCs BOIIPO-
coMm o bikaiem oyayieM. byaymias «aHTpOIoreHo-
MUKa» JOJDKHA OyZleT BHOBB IIOCTaBUTD Ha 00CYKIeHHe
noHATHe 3aboseBanusA. OHa 0/pKHA OyZeT mocTapaThes
IIOCTPOUTH MOCT MEXJY TeXHOJIOTHEeHN U KyJIbTypOH,
JI0JDKHA OyZieT MOAHATH MPOo0ieMy STHUYECKHUX OCHOB
MeJUIIMHCKON reHeTUKU WIN TeHeTUKU HapoZoB. By-
JIeT XOPOIIIO, YTO 3TOT IpoIiecc OyeT OTTAaTKUBATHCA
OT IIpeZICTABJIEHUSA O TSKEIBIX 3200/I€EBAHUAK, KOTOPHIE
ABJIAIOTCA MTOYBOU /71 Hanbosiee JIETKOTO COMMKEeHUA
pas3HbIX Ky/nbTyp. HecoMHeHHO, HaM IpeJiICTOUT IONTHU
6oJiee TEPHUCTBHIM ITyTEM, K 3TOMY HAC BeZIeT TeHETHKA
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U ee TexHoJI0ruu. Ho HoBasA aHTPOIIOreHOMUKA J0/KHA
OyzeT pelaTh 60Jiee CIOKHBIE BOITPOCH, HATIPUMED, TeE,
KOTOpBIE CTaBAT HUccienoBaHus JXKop/ko ArambeHa u
Pob6epTo ICIo3uTO, 3aTparuBarinue mpobaemMy B3a-
MMOOTHOIIIEHUN TOCyJapCTBa, TUYHOCTH U OUOJIOTUU
YeJI0BEeKa C TOUYKU 3pEeHUA «BJIaCTU» HaJ, UHAVBUZYallb-
HBIM U KOJUIEKTUBHBIM OHMOJIOTMYECKUM HacaezueM''s,
Tejio Teneps y:ke COCTOUT He TOJIbKO U3 OPraHOB, Y HErO
eCTh reHeTHYeCcKoe Ha3HaueHue, U Hay4YHbIl Iporpecc
TpebyeT ero CONmoCTaBIeHUs C STUIECKUMHU B3IJISIZIAMHU.
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3oHTar C. bosie3ns kax memagopa (S. Sontag. La
malattia come metafora, Einaudi, Torino. 1992).

O Hewm 3oig roBopuUT: «OH IpeAyrazaa TeOpUlo, KO-
TOPYIO TI03Ke ¢ TpUyM$OM MpoItoBezoBas BeiicmaH,
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cJIy4aeB pOXKAeHUs OONbHBIX ZieTel. C TOUYKY 3peHus
SKOHOMMYECKOM OIleHKH 3Ta pa3HUIla CYyI[eCTBEHHA,
MIOCKOJIbKY B IIEPBOM CJIy4ae peyb ILIa Obl O YUCTON
CTOMMOCTH 6€e3 IpeuMyIeCTBA HAOIOATh CHIDKEHIE
coIuanbHOM cTonMocTH 6oe3Hu. Ho Torza Beras 651
BOIIPOC 3TUYECKOTO BbIOOpa. I'ocyzapcTBo B35I0 GBI
Ha cebs pacxo/bl 10 UHPOPMUPOBAHUIO HACENIEHNUA,
6e3 HerocpeACTBEHHOMH 11e/I BMEIITNBAThCA B PETIPO-
JNYKTUBHBIN BBIOOD.

Harris J. Enhancing Evolution: The Ethical Case for
Making Better People, Princeton University Press,
Princeton, 2010. Bennett R. e Harris J. Are there
lives not worth living? When is it morally wrong
to reproduce?, in D. Dickenson (moz pemakiueii),
Ethical Issues in Maternal-Fetal Medicine, Cambridge
University Press, Cambridge, 2002. pp. 321-334.

Buchanan A. Human Nature And Enhancement,
«Bioethics», 2009. 23: 141-150. doi:10.1111
/j.1467-8519.2008.00633.

Savulescu J. The nature of the moral obligation to
select the best children, in Akayabashi A. (mmoz pe-



276 [bABONbCKNIA TeH

76.

77.
78.

79.

80.

81.

paknueri). The future of bioethics. International
dialogues, Oxford University Press, Oxford. 2014,
cc. 170-82. Savulescu J. e Kahane G. The Moral
Obligation to Create Children with the Best Chance
of the Best Life. «Bioethics», 2009. 23: 274-290.

Cassata F. Eugenetica senza tabu. Usi e abusi di un
concetto. Einaudi, Torino, 2015.

Tam ke, c. 53.

Janee Mbl yBuanM, 4To ®PyKO, KOTOPBII MHOT'O Bpe-
MeHU TIOCBATHI BOIIPOCY «YIPaBIE€HUA» XXKU3HBIO,
CYUTAJI, 9YTO TOTBKO O0JIe3Hb, OyZyIH reHeTHIeCKOU
omunOKOM, MOXeT 00yCIOBINBATH KU3Hb. [10 ero
MHEHHUIO, eCJIU UCKJIIYUTDH 00JIe3Hb, TO XXU3Hb
MIpeZICTaBIIAET COO0M PU3UKO-XUMUYECKOe SBIeHUE
(Foucault M. Dits et écrits. Gallimard, Paris, 2001,
TOM 3, pp. 439-440).

Bruni T., Mameli M., Pravettoni G. e Boniolo G. Cystic
fibrosis carrier screening in Veneto (Italy): an ethical
analysis. «Med Health Care Philos.», 2012. 15: 321-
328. doi: 10.1007/511019-011-9347-7.

Payne M., Rupar C.A., Siu G.M. e Siu V.M. Amish,
Mennonite, and Hutte- rite Genetic Disorder Database.
«Paediatr Child Health», 2011, 16: 623-624.

Lucassen A. Should families own genetic information?
Yes. «BMJ», 2007, 335: 22.



82.

83.

84.

85.

86.

MpumeyaHus 277

Aguzzi S., Vulloe C., Barrai I. Reproductive
compensation in families segregating for Cooley’s
anaemia in Ferrara. «Ann Hum Genet», 1978, 42:
153-159. Gamberini M.R., Lucci M., Vullo C.,
Anderson B., Canella R. e Barrai, Reproductive I.
behaviour offamilies segregating for Cooley’s anemia
before and after the availability of prenatal diagnosis.
«J Med Genet», 1991, 28: 323-329.

AKTyaJIbHBIN BOIIPOC, YYNUTBIBasA, YTO CETOAHA B pa3-
JINYHBIX Kpyrax IOJJep>KUBaeTCA reHeTU4eCKUn
CKPUHUHT I10 BBIABJIEHUIO MYTalUii, CIIOCOOCTBYIO-
IIVX Pa3BUTUIO OIIyXoyiel, HaripuMep, reHsl BRCA 1
u2.

BbIparkasich HayIHBIM S3BIKOM, PeUb UZET 06 OTCYT-
CTBUY TECHOU CBA3U MEK/Y F€HOTUIIOM, T. €. TUTIOM
MyTalu, HeoOX0AMMO¥ /JIs1 TPOBOLIMPOBAHMS 3260-
JieBaHUs, ¥ «pEeHOTUIIOM», T. €. KTUHUIECKOU! TsKe-
CThIO 3a00JIeBaHUsA. B HEKOTOPHIX C/Tydasix 3Ta CBI3b
MOXKET BOOOIIle OTCYTCTBOBATb.

Kak y»xe 6bLIO CKa3aHO, OTCYTCTBYET CBA3b «I'€HO-
TUTT—)EHOTUIT».

Zuckerman S.,Lahad A., ShueliA., Zimran A. e Peleg L.,
Carrier screening for Gaucher disease. Lessons for low-
penetrance, treatable diseases. «’JAMA», 2007, 298:
1281-1290.



278 [bABONbCKNIA TeH

87.

88.

89.

90.

91.
92.

93.

94.

Yro noguepKkuBaeT HeOOXOAUMOCTD Y3KOU cIierua-
JIU3AIUY 11 TeHeTUYeCKOW KOHCymbTranuu. Heob-
XOUMO OBITh XOPOIIO 3HAKOMBIM C KOHKPETHBIM
3ab0/1eBaHUEeM U €TI0 FeHETHUKOM, YTOOBI U3/1araTh
SKCIIEPTHOE MHEHUE.

http://www.cancer.gov/cancertopics/factsheet/Risk/
genetic-testing. CaliT moceteH 14 cenTsa6ps 2015.

B KauecTBe mpuMepa IPUBeEeM HaXOAIIYIOCS B CBO-
60/IHOM JOCTyIle B MHTEPHETE peKjaMy, IpejJiara-
IOIIYIO0 T€HETUIECKUM TECT, CITOCOOHBIN UAEeHTUU-
LIMPOBaTh COCTOAHUE HOCUTeJA 110 90 pasinyHbIM
3aboneBanuaM: The InheritestSM.

Hoedemaekers R. e Ten Have H. Geniticization: the
Cyprus paradigm/ «J Med Phil», 1998. 23, 274-87.

www.jefferson-center.org.

Mosconi P., Castellani C., Villani W. e Satolli R.
Cystic fibrosis: to screen or not to screen? Involving
a Citizens  jury in decisions on screening carrier.
«Health Expect», 9 centsa6psa 2014. doi: 10.1111/
hex.12261.

Raz A. Community Genetics and genetic alliances,
eugenics, carrier testing and networks of risk,
Routledge, London—New York, 2010.

BcrmomuuM IMpHUMEPLBI, O KOTOPBIX MbI YK€ TOBOPWJIN:
AEATEJIbHOCTb MEJMKOB Ha Cap,Z[I/IHI/II/I, KaMIIaHUH



95.

96.

97.
98.

99.

MpumeyaHus 279

bbaHKO 1 CI/IJIbBeCTpOHI/I, IMTPpU3BIBHI K Y4aCTHUIO B O~
6pa‘IHbIX TE€CTaX B UCJIaMCKHX CTpaHax.

JlaHHas cUTyanus MOXKeT ObITh B KOpHE MU3MeHeHa
B CJIydae MpsIMOTO TpejsiokeHus TectoB (direct to
consumer), 0 KOTOPOM MBI yXe TOBOPWIHU U elle
IIOTOBOPHUM, Y KOTOPOE He MpeAyCMaTPUBAET KOH-
TaKTa JJabopaTOPUU C JIUIIOM, YKEJTAIOUUM ITPOUTHU
obciezioBaHye, pa3Be uTo I10 [TOYTE U B 3JIEKTPOHHOM
Buzie. CErofiHs 3TO MOIJIO ObI CTATh BBICIIEH CTEMTEHBIO
nubepanbHOM TeHEeTUKU, IIPUYEM ITO SBJIeHUE He
13 psAZia CIy4yaeB, BBI3BIBAIOIINX PE3KUM IIPOTECT CO
CTOPOHBI SKCITEPTOB.

Ten Kate L.P. Community genetics in the era of public
health genomics. «Community Genet», 2008, n: 1. Ten
Kate L.P. Discharge and farewell/ «Community Genet»,
2008, n: 312. Ten Kate L.P. Al-Gazali L., Anand S.,
Bittles A., Cassiman J.J., Christianson A., Cornel
M.C., Hamamy H., Kaariainen H., Kristoffersson
U., Marais A.D. Pencha- szadeh V.B. Rahman ej.
Schmidtke P. Community genetics. Its definition,
«J Community Genet», 2010, 1: 19-22.

Harris J., Enhancing evolution nur., pp. 3—4.

Haberma J. Il futuro della natura umana. I rischi di
una genetica liberale. Einaudi, Torino, 2002.

Dagognet F. Gérer la maitrise nouvelle du vivant:
entretien avec Francois Dagognet. «Quaderni», 11,
oceHb 1990, Lesobjetsgénétiques, pp. 113-120.



280 [bABONbCKNIA TeH

100.

101.

102.

103.

104.

105.

Rainbow P. Afterword. Concept work, in Gibbon S. e
Novas C. (rmoz pezakuueii). Biosocialities, Genetics
and the Social Sciences. Making biologies and
identities. Routledge, London-New York, 2008.

Hacking I. Genetics, biosocial groups & the future of
identity, «Daedalus». ocenb 2006, pp. 82-96.

Rabinow P. e Dan-Cohen T. A Machine to Make a
Future: Biotech Chronicles, Bropoe n3zanue, ucrpas-
sneHHoe. Princeton University Press, Princeton, 2006.

Rabinow P. Artificiality and Enlightenment:
from sociobiology to biosociality. Essays on the
Anthropology of Reason. Princeton University Press,
Princeton, 1996.

Novas C. The political economy of hope: patients’
organizations, science and biovalue. «BioSocieties»,
2006, 1: 289-305.

[ToHATHE OUOIIOIUTUKY 1 OHOBIACTU OBUIO BBEIEHO
Muriesiem ®yko A1 naeHTUUKAIIMH HCTOPUIECKO-
ro mepexofia OT GUOBIACTU «T'OCIIOANHA», KOTOPHII
I10JTh30BAJICS IPABOM Ha CMEPTh, K GHOBJIACTH COBpe-
MEeHHOT0 06I1lecTBa, KOTOPOE MTOJIb3yeTCs IPaBOM Ha
’KU3Hb. B 3a1au1 5TOM KHUTY HE BXOJUT PAaCKPHITHE
JIAHHOT'O [TOHATHS, SIBJIIIOIIETr0Cs, K TOMY K€, TEMOI
OTPOMHOTI'0 KOJIMYECTBA Iy OIUIIUCTUYECKOM TUTepa-
Typbl. HO HY>KHO OTMETHUTh IIPEX/Ie BCETO, YTO, ECTU
He yIIyOIaThCs B TEHETUYECKYIO HayKY, CTOWIO ObI



106.

107.

108.

MpumeyaHus 281

PacIIUpHUTD €ro TAKUM 06pa3oM, YTOOBI B HETO ObLTH
BKJIFOUEHBI HOBBIE IIPABUJIA PACIIOPSKEHUS JKU3HBIO,
KOTOpBIE TeHETUYECKas PEBOJTIOIVS HAIIIETO BpEMEHH!
ZieJiaeT BO3MOXKHBIMU.

Rabeharisoa V. e Callon M., npu coTpyaHuue-
ctBe ¢ Demonty B. Les associations de malades
et la recherche. II. Les formes d’engagement des
associations de malades dans la recherche en France.
«Medecine/Sciences», 2000, 16: 1225-1231.

MBI OITyCTHM 37IeCh, CKOPEe, UCKIIOUUTETbHBIN CITy-
yaii ¢ 60JIbHBIMH, KOTOPHIE CHITPAIU OIIPEAEIAIONIYIO
POJIb B KICCIEZIOBAHUAX COOCTBEHHBIX 3a00/I€BaHUH,
Kak, HanpuMep, [Ton KynHTOH, amepukaHcKuii 6uo-
JIOT, TIOpa’KeHHBIH MYKOBUCITHZI0O30M 1 OTKPBIBIIHI
6a30BBIl MEXaHNU3M 3a00IeBaHUA.

[To3BouTIO cebe elle OfHY aBTOOHMOTpadUIECKYIO
3ameTKy. Haxogsack B cocTaBe nmpasieHusa EBpornen-
CKOro 001ecTBa MyKOBHUCIIU/I03a, HAYYHOM acCOIIU-
allUU CIIeLIMaJNCTOB, A IPOBEJ MHOXXECTBO BCTped
¢ wieHamu accouuanuu CF Europe, nipegcrasiisdio-
el MHTepeChl MalleHTOB Ha TepPUTOPHUU EBpOTIHL.
OTU accolialiiy MILYT TOYKU CONPUKOCHOBEHUA B
TaKWUX KPYITHOMAaCIITaOHbIX BUAAX A€ITETbHOCTH,
KaK IOJUTUYecKoe JI0O6M, HalpaBieHUe KPYITHbIX
cpezcTB Ha pUHAHCUPyeMble HUCCIeI0BaHMA HAa MEX-
HaI[MOHAJIbHOM ypPOBHE, ITpUBJieYeHre POHIOB IS
Mo/IePyKaHUA UCC/IeZIOBAHUM, HO YaCcTO OBIBAOT ITPO-



282

109.

110.

111.
112.

113.

[bABONbCKNIA TeH

THUBOIIOJIO}KHbIE MHEHUS, M Pa3pab0TKa COBMECTHBIX
CTpaTeruii CTAaHOBUTCA HENPOCTOM 3aZadei. JacTo
KaMHeM IIPeTKHOBEHUA CTAHOBUTCS BOIIPOC ITOKCKA
0OIIMX pelleHni 0 yCTPaHeHUo 3a00/IeBaHUs WA
MOMYJIAPU3aI[UU TECTOB HA BBISABJIEHUE HOCUTEJI.
I'paxgaHCcKue accollhalluy CTPEeMATCS K MoAAepKa-
HUIO ITMPOKOTO MPECTABUTENBCTBA U, B IPUHILIUIIE,
oTacarTCsA KaKoro ObI TO HU OBLIO BHYTPEHHETO
pasziesieHHs MHeHUU Ha STUYeCcKUe TeMbl. PaHee Mbl
y>Ke TOBOPHJIM O CO3HATETbHOM HeXXeJTAHUM HayIHBIX
00IIIeCTB AUCKYTUPOBATh HA TEMBI, 'PaHUYAIIIHE
C TEMOU €BreHUKHU.

B kauecTBe nmpumepa cMm.: Adam M. Hedgecoe,
Expansion and uncertainty. Cystic fibrosis,
classification and genetics. «Sociology of Health &
[llness», 25 (1), 2003, pp. 50-70.

Ten Kate L.P. e Plourde A., A short history of the first
3 years of the Community Genetics Network and its
newsletter, «J Community Genet», 2011, 2: 111-115.

Tam xe, pp. 19-22.

Modell B., Kuliev A.M. e Wagner M. Community
genetics services in Europe: report on a survey, WHO
regional publications. European series, 38, World
Health Organization, 1991.

Alwan A. e Modell B. (riozx pepakuueit). Community
control of genetic and congenital disorders,



114.

115.
116.

117.

MpumeyaHus 283

EMRO Technical pubblications, serie 34, World
Health Organization. Regional Office for the East
Mediterranean, Alexandria, Egypt, 1997.

Hagen N., Hedlund M., Lundin S., Mulinari S. e
Kristoffersson U. Genetics and democracy — what is
the issue? «J Community Genet», 2013, 4: 181-188.
«EC/i IpUHATH BO BHUMAaHKE UCTOPUYECKUE aCITEKTHI
€BreHUCTUYECKUX ABM)XEHUI, TO CTAHOBUTCS SICHO,
YTO reHeTHKa UMeeT OOJIBIION ITOTEHIINA B IIaHe
BJIUSTHUS He TOJIBKO Ha TepaleBTUYECKUE WU arpo-
HOMUYECKHE CTPATETUH, HO ¥ HA BUZIEHHE HAC CAMUX
1 00I1IecTBa B I[€JIOM».

Gibbon S. e Novas C. Biosocialities 1uT.

Foucault M. Dits et €crits. Gallimard, Paris 2001.
Towm 3, pp. 439—40.

Bruni T. Politiche pubbliche, malattie genetiche e lo
spettro dell’eugenetica, in Boniolo G. e Maugeri P.
(ox pemakumetii). Etica alle frontiere della biomedi-
cina, Mondadori Universita, Milano, 2014. Bpy-
HU MMOJHUMAaeT BOIIPOC MOPAJbHOI'O MpaBa Ha To,
YTOOBI TOCYZAPCTBEHHBIE BJIACTH MIPEAOCTABIISIIU
MOTEHIINAIbHBIM POAUTEIAM HHGOPMAIIUIO O PUCKE
nepesiauu reHeTUYeCKUX 3aboneBanuii. HecMoTpst
Ha TO YTO BOIIPOC CTAaBUTCA Kak mpobiema, ¢ pac-
CMOTPEHHEM apTYMEHTOB U KOHTPApryMeHTOB,
peob1aJatoUM SBJISETCS BUIEHUE TOTUTUIECKON
BJIACTH KaK TapaHTa.



284 [bABONbCKNIA TeH

118. Agamben G. Homo sacer. Il potere sovrano e la nuda
vita. Einaudi, Torino, 2005. Pycckuii nepeBog;: JIx.
ArambeH, Homo sacer. CyBepeHHasI BIacTh U TOJIas
»)ku3Hb. M.: «<EBpona», 2011. Esposito R. Le persone
e le cose. Einaudi, Torino, 2014.





