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JIn4Hble pasmblWwieHus

«BezeHuto JII06BU MO/JIEXKUT, BO-TIEPBBIX, I€TOPOXKIEHUE
¥ HabJofieHye 3a TeM, YTOOBl coueTaHe MY>KYUH U JKeH-
IIVH /]aBajio HaWIydIllee MIOTOMCTBO. V1 OHU U37IeBaloTCsA
Ha/l TeM, YTO MBI, 3a00TACh yCEPAHO 00 YIYJIIEHUHN TIOPOZ,
cobaxk u Jomraziel, mpeHebperaeM B TO jKe BpeMs ITOPOAOH
YeJI0BEYeCKOW».

Tommaso Kammnaneira, [ opod Connya

«Bbosee Toro, Korza f rOBOPIO WieHaM ceMel, TopaKeHHBIX
6ose3HbI0 [eHTUHI'TOHA, YTO POCCKA3HU O BeZIbMaX He UMe-
IOT 1107 COOOM MCTOPUYIECKOH TTO[OTUIEKH, HEKOTOPBIE U3 HUX
Pa304apoBBIBAIOTCSA, KAK OYATO 3TO OBLIO UM HEOOXOAMMO
Kak MeTadopa, OIMUCHIBAIONIAA UX COCTOSTHUE U30JISALNU
Y HETIOHUMAaHWUSI».

Dnuc Bexkcnep?

BroJiHe ecTeCTBEHHO, YTO MHEHUS METUKOB 00y CIIOBITE-
HBI KJIMHUYECKUMU CIy9assMU, C KOTOPBIMM OHU CTaJl-
KHBAIOTCA B TeUEHUE CBOEM XU3HU, U YTO ITHU CIydawu,
6oJiee WIN MeHee CO3HaTeabHO, pOPMHUPYIOT HaydHbIE
B3WISAAbl. Pa3MblliIeHNe HA TeMy TeHeTUYeCKHUX 3a-
OoJieBaHUIM U TEXHUUYECKUX BO3MOXKHOCTEH UIU MO-
paIbHOM I11eJ1ecO06pa3HOCTH X YCTpAaHEHHUS UMEET,
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Ha MoH B3IVIA4, HECKOJIBKO CHeHI/I(l)I/I‘IeCKI/IX HNCXOAHBIX
MOMEHTOB.

BHemHocTh r-Ha I'peropuio oTpakana pa3pyuieHHbIN
BHYTPEHHUU MUp, PAaCTONITAaHHBIN CyABOOH, HO 6e3 /10-
crtouHcTBa VMoBa mepez IUIOM MydeHUH. I TO3HAKO-
MWICA C HUM, KOIZla yMHpaJa ero TpeTbd Lo4db 13-14
JeT, 06e300pa’keHHasA CTUTMaTaMU CBOel O0e3HU —
cpeAr3eMHOMOPCKOU aHeMUH. JIUIIO ¢ BOCTOYHBIMU
yepTaMu, BBICTYTAOIIHUE CKYJIBI, Yepell, KaxKyuuicsa
HEMPOIIOPIIMOHATBHO OOJIBIINM, JKeITyXa, YBeTMYeHHBIN
Y pas/yThIl *KUBOT: BCe B Hell Ipe/JBellaso CMePTh OT
HCTOIIleHUA. DTO BCe IPU3HAKU TaJlacCeMUU, SHeMUye-
CKOT0 3200J1eBaHMsA, BCTPEYAIOIIerocs BO MHOTHX YaCTAX
WTanuu, pacrpocTpaHeHHOT0 B Cpein3eMHOMOPbE U OT
MOps MOJIYYUBILIEr0 CBOe Ha3BaHUe; MOpPe U KPOBb —
codeTaHue, KOTOPOE MPH IPYTUX 0O0CTOATENbCTBAX MOT-
J10 OBI TTPO3BYYaTh MTO3TUYECKH, €C/IU OBl He y:Kacayio
CBOUMM MEJVIIMHCKUMMU IOKasaTeaaMu. TamacceMus
yCTaHOBWIA NHTePECHBIN OasaHC ¢ Maysipueil. OTH Be
60J1e3HU CIIOCOOHBI COCYIIECTBOBATD; TTOPOU KaXKETCH,
YTO OHU MUIYT APYT Apyra. KpoBb HocuTed Tanacce-
MUU CONPOTUBJAETCA NMAapa3UTy MaJApUU, U TaM, e
Oy1IyeT MassApusi, KOJIUYECTBO OONBHBIX TajlacceMUei
yBeIMYUBAETCA 6y1aroZapsi o0COObIM CBOHMCTBAM X 3PH-
TpouuToB. IIpu Bceli cBOell XpynKOCTH U TOTOBHOCTU
pPa30opBaThCA OT MaJelIero yaapa OHU IPOTUBOCTOSAT
MaJIIpUMHOMY IUIa3MO/IMIO0 B HEKOTOPHIX a3zax ero mna-
pa3uTHUYECKOU )KU3HU B YeJIOBeYeCKOM opranusme. 1gos
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cMepmsb — MOSL HcU3Hb. MalApUUHBIN TU1a3MOAUM YKUBET
Y pacIipocTpaHseTcs 6arogaps nepeHoCYrKaM — MaJis-
PUIHBIM KOMapaM, OOUTAIOIIUM B OOJIOTUCTHIX palioHaX
Cpean3eMHOMODBS U IPYTUX PETUOHOB. YTOOBI KUTDb 1
Pa3MHOXAThCsI, CAMKA IIUTAETCS YeI0BeYeCKON KPOBbIO,
a IpOKaJbIBas KOXy, OHa BBOAUT B KPOBb IIapa3uTa.
KoMaps! ¥ TU1a3aMovii OKa3aiu Ha HaceJleHHe mobepe-
Kb M OCTPOBOB 3QPEKT, KOTOPBIA yUeHble HAa3bIBAIOT
CeJIEKTUBHBIM JJaBjieHueM. YOUBast IPYTHX, OHU CITOCOO-
CTBOBAJIM POCTY HOIY/IAIINY OOJBHBIX TaslacceMueii. Bo
BCSKOM CJIy4ae, TaKoBa TeOpHs.

Tpu gouepu r-Ha I'peropuo He OGBUIN MOJBEPKEHBI
MaJIIpUH, HO y>Ke ToT/Za 3Ta 60sie3Hb ocsabeBasna B Mta-
Juu 61aroZiaps OCyIIeHUo0 60JI0T, XUHUHY, COLIMATbHON
3alIyTe TPyZa Ha PUCOBBIX MOJAX. VI B TO BpeMs Kak
MaUIApUs McYe3asa, TajacceMus OcTaBalach, OHA MPO-
I[BETaJIa JI0 TEX TOP, TTOKA He Mprobpesia SHAeMUIECKUH
XapaKTep BO MHOTHX PEeTrrMOHaX, IOTIOJHASA CBOK Oarax
MepTBBIMU. Pa3OUThIN JKU3HBIO, T-H ['PETOPHO AOIKEH
ObUT B TpeTUi pa3 HabII0AaTh 32 KOHYMHOM CBOEH /10-
YEpU C YYBCTBOM SIPOCTHOM HEHABUCTH K CyZbbe, KOTO-
PYIO OH OTKa3bIBaJICA TPUHUMATh. OH JKaJies JUIIb 00
OZTHOM — O TOM, YTO Y HEro He OBUIO BhIOOpPaA, HEe ObLIO
BO3MOXKHOCTH 3HATh 3apaHee.

[TepBoii 104YephIO, KOTOPAs yMepJia y Hero Ha ra3ax
OT MYKOBHCIIU/I03a, ObUTa CTedaHus; B Te BpeMeHa JeT-
CKasi CMEPTHOCTD OT 3TOH 60sie3HU ObUTa HOPMOH. Y Hee
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OBUIH ellle IBE CECTPHI, TOpaKeHHBIE TOM XKe OO0JIE3HBIO,
Y OHa, cTapiiasi, IepBO¥ CTYIIa Ha 3TOT IyTh. Bckope
CMepPTb YHecCJIa BTOPYIO CECTPY, a 3aTeM MaTh U OTIIa,
CJIMIITKOM HUCTOIIEHHBIX TopeM. TpeThsi cecTpa BDKHUIIA.
YxakuBas 3a CrebaHuel, MaTh, Kak u r-H [')peropuo,
BCeli CBOEI CYIITHOCTBIO BhIpa)kajia HEHaBUCTh KO BCEMY
MUPY U K cBoel yyactu. OHa ToXKe He Bepuia, 4YTo He
CyIIecTByeT criocoba 3HaTh 3apaHee, IpeyCMaTPHUBaTh
nozobHoe. TpeThsi 0Yb UMesia bosiee eTKyo GopMy
3ab0J1eBaHMsA, OHA MOIJIa PacTH, XOTb U ObUIa 6OJIBHA.
S TO3HAKOMMJICS C HEH CITyCTs HECKOJIBKO JIET, KOT/Zla OHa
Hall1a MeHs1 B BepoHe, YTOObI IOTOBOPUTHCS O JIEYEHUH.
OHa xu1a, Ho OblIa U3HypeHa 00J1e3HbIO, TPUOJIIKAB-
IIell ee K CMEPTH, O YeM OHa XOPOIIIO 3Haja. Bripaka-
SICh MEAUIIMHCKUM SI3BIKOM, OHA JOCTUI/Ia KOHEYHOU
dassl, KoTOopas A CTPaJAIUX MYKOBUCIIUAO30M
O3HavyaeT Me/IEHHBIN YXO/ U3 JKU3HU, CYIlleCTBOBaHUE
MpaKTU4YeCcKy 6e3 JBIKEHUS B OXKUAAaHUY KOHITA, KOT/a
MHWHUMAaJIbHOE YCUIVE CTAHOBUTCS HEBBIHOCUMBIM, TT0-
TOMY YTO JIETKHe OOJIbIle He al0T Tey HeOOXOUMOTO
KOJIMYECTBA KUCIOpoza. [TocTereHHO TeJI0 UCTOAeTCs,
SHEPrusd U AyX YTPAuUBaAIOTCs, TTOKA KOHeYHasd $a3a He
3aKaHYMBaETCA.

Toger 60e3HU TPEThel CeCTPhI He MPOILUTH JapoM,
OHU CTaJIU OTNpeZeIAIIUMU: 32 3TO BpeMa MeJULIHA
COBepIIWIA OAWH U3 KOJIOCCAJTbHBIX IIIaroB B HOBEU-
meit ucropuu. Crasa BO3MOXKHOM Iepecazika JerkKux.
[Tpu OTCyTCTBUM Tepanuy TPaHCIIAaHTAUA JETKUX
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MIPEOCTaBIISAET JIIOASAM, TSIKENIO OOJBHBIM KUCTO3HBIM
dubpo30M?, e IMHCTBEHHYIO BO3MOKHOCTh BBDKUTD. Pedb
He uzeT 00 U3eYeHUH, CKopee 3T0 0OMeH 60JIe3HAMU.
OT HeusIeunMO¥H 60U K TOW, KOTOPYIO JIETYe TEPIETD.
JKu3Hb yesmoBeka, KOTOPOMY II€PECAIIIN JIETKUE, MOXKET
paZiuKaJTbHO U3MEHUTHCA. [1oc/ie XUpyprudecKoro BMe-
IIaTeJIbCTBA JKU3Hb IIPO/JIEBAETCS Ha TO/bI, TEJIO BHOBD
HAaIIOJIHAETCS JKM3HEHHOM CUJIOHN, HO BCe ellle HaXOAUTCS
I1071 JAMOKJIOBBIM MEYOM H3-3a HEOOXOAMMOCTHU JIEUEHUS
Y TIOCTOSTHHOT'O MEJUIIMHCKOTO KOHTPOJISA, U3-3a BEPO-
SATHOCTH MHOT'OYHC/JIEHHBIX OCOKHEHUH... ¥ TaK BCIO
’KU3Hb. [locyie TpaHCILUIAaHTAIIUKU YeT0BEK HaXOAUTCS
Kak Obl MeXXZy HeOOM M 3eMJIel, OH y)Ke He CTpajiaeT
CBOMM HeZAyTOM, HO U He 3/10poB. COCTOSTHUE YeJIOBeKa
C TepecakeHHbBIMU JIETKUMH — He 00JIe3HeHHOoe (XOTs
MOXKET CTaTh TAKOBBIM), HO U He 3/I0POBOE TOXKe. DTO
HEKOe ITPOMEXYTOYHOE COCTOSHUE, KOTOPOE ellle He
TIOJTYYHJIO CBOETO OTIpeeeHU.

TpeThs cecTpa cBsi3asach cO MHOM UMEHHO IIO I0-
BO/Iy ollepalliu II0 Iepecajike Jerkux. f aTo caenar.
Ceifuac oHa XKMBeT U, KaK U MHOTHe II0ocjIe TIepecaskH,
TIOJTB3YETCS BCEMU PAZIOCTAMM KU3HU, KaXKIbIM €€ MTHO-
BeHUeM, CTapasch HaBepCTaTh yIylleHHbIe roabl. Hazo
IIPU3HATHCA, YTO OOIBHBIE /1A Bpauell He Bce OMHAKO-
BbI. K HEKOTOPBIM M3 HUX Hen30eXHO MPUBA3bIBAEIIbCS
6osbile, 4eM K ApyruM. TpeThs cecTpa cTaia AJjad MeHsd
BOILIOIIEHWEeM BBbI30Ba, II0CJIEe TOTO KakK Ha ee Ila3ax
yMepJia IiepBas cecTpa, IIocje TOro Kak OHa y3Haza



10 [bABONbCKNIA FeH

0 CMEePTHU BTOPOM CECTPHI, TIOC/IE TOT'O KaK OHa BHUea
yracaHue CBOUX POJUTENeN.

Crneaytomasi UICTOpPHUA MeHee paMaTHUYHasi, HO B HEH
ecThb cBou ocobeHHoCcTH. JKeHHa He Moria 6es cies
CMOTpETD, KaK €e MaTI0TKa-ChIH CTPAaeT OT HEBBIHO-
CUMBIX MBIIIIEYHBIX 60sIeH. Y TpyAHUYKA OBLTH ITOCTOSTH-
HbIe IIPUCTYIIbI 6€3yTEIHOTO IIava, IPUYUHY KOTOPhIX
MaThb 3HaJja: 3TO ObLIM MBIIIEYHbIe criasMbl. Hu oy
Bpay He MOT IIOCTaBUTh dTOT JUArHO3 TPYAHOMY pe-
OeHKy, ellle He CITOCOOHOMY OIKCATh XapaKTep CBOUX
6osieli, HO MaTh 3HaJja, MOCKOJbKY U OHA CTpajasia
TO¥ ke 60JIE3HBIO, a BMECTE ¢ Hell ¥ MHOTOYMCIeHHbIE
POACTBEHHUKHU. B ceMbe 06 3TOM Hezyre BceM ObLIO
u3BecTHO. [lepegaBasich O HACIEACTBY, OH ITOPA3WI
MHOTHX, OyZIb TO MY>KYMHBI WU KEHIUHBI. V1 Bce 3Ha-
JIA, 9YTO JIeYeHUS He CYIIEeCTBYET, HO YTO CUMIITOMBI
ocnabeBasu ¢ Bo3pacToM. Kak aTo yacTo OGbIBaeT y
JIIoZlell ¢ XpPOHUYECKUMHU WIN TIePUOJUYECKU TTOBTO-
pAonUMUCA 3a60ieBaHUSIMU, MHOTHE U300peTanu
cob6cTBeHHBIE MeTOZAbI O0pBHOBI, cTapasch n3bexaTb
ITOCTOSTHHOT'O TIpHeMa 60JIeyTOIAIOINX cpeAcTB. OaHU
CTPEMWINCH TOYallle HaXOAUTbCS B TEIUIE, APyTrue —
B XOJIO/IE, TPETHU — OTABIXATh, YETBEPTHIE — JBUTATh-
cs. EquHoro mpaBwia He 6bU10. BipodeM, Mmoxkany#,
OBLTIO OHO — He OOCYXJATh 3Ty TEMY B KPYT'Y CEMbH.
OTcyTcTBUE Jie4eHUs ObUIO CBOETO poZia YTEIIeHUEM,
3Ta TeMa Jeprkajach B TaliHe, BO3MOXKHO, U3 cTpaxa
JVCKPUMUHAIIWH, KJIeliMeHus. Bce cTapanvch n3berartb
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pPasroBOPOB O TOM, YTO CEMbsI TIOpakeHa reHeTUYECKUM
Y Heu3JIeYUMbIM 3aboseBaHueM. CeKpeT XpaHUICS
Ha MPOTSHKEHUH MHOTUX TOoKoseHui. He 6pL10 HEOO-
XOAMMOCTH Ziayke 00palaThcs K BpayaM, KOTOPBIE YK
TOYHO 3HaJIM 0 6OJIE3HU MEHbIIIE, YeM CAMH OOJTbHBIE.
Ho mMaTb He MOTIJIa BBIHOCUTh HECTEPIIUMYIO 60JIb CBO-
€ro ChIHa M pelIuia MPo/oJKaTh MOKCK eCJIU He Jieve-
HUS, TO XOTsI ObI [UarHOo3a. Yepes KaKkoe-TO BpeMs OHa
MpHUIIUIa KO MHE, HO s1 TOYHO He OBLI CIIeIUaJIUCTOM
B JaHHOM BoTIpoce. fI MocoBeToBaJICS CO 3HAIOUUMU
JIIOAbMHU, HO UCCIeI0OBaHUsA, AIUBIINECA HECKOIBKO
MecsIeB, Pe3yJabTaTOB He MPUHECTH. BbLIo sicHO, 94TO
60s1e3Hb HacleACTBeHHas. BoccTaHaBIMBas reHeaso-
rU4YecKoe APeBo, 1 0OHAPYKWI, YTO O0e3Hb HAOJIIO-
Jlajach y KaXKZoro mokoeHusi. HecMoTpst Ha mepByio
HeyZauy s MPOAOJIKaa 3aHUMAaThCSA 3TUM BOIIPOCOM
Ha MPOTSKEHUN HECKOJbKUX JIET 0 TeX Mop, MOKa,
IIOCJIE JOJITHUX OOCYKAeHUM CO MHOTHUMU KOJIJIETaMH,
s He y3HaJI O HOBOM KaTerOpUH MBIIIIEYHbIX O0e3HElH,
CBSI3aHHBIX C ZieheKTaMU MBIIII Ha KJIETOYHOM YPOB-
He, TIPOSBIAIOIINUMUCT B 60X, TOXOXKUX HA TE, YTO
OMKCHIBaNa MaTh, U MEPEAAIOIIMUMHUCS 110 HACTIEACTBY.

K cuacTbio, MHe yZ1aJIOCh OTBICKATh 3TY KEHIUHY
U TIPEAJIOKUTD €U PsAA HOBBIX MCCIe0BaHUM, 6aro-
Zlaps KOTOPBIM Ha 3TOT pa3 HaM y/laJoCh MOCTaBUTh
AvarHo3. beut HalizieH reHeTUYecKui eeKT, KOTOPBIN
MMeEeT CUMIITOMBI, IPOSIB/ISABIINECS Y peOeHKa, K TOMY
BpPEMEHMU YKe mozpociiero. Kak Tosbko 60ye3Hb I10-
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JydaeT Ha3BaHUe, OHA BBIXOAUT 32 PAMKU HCKIIIOUU-
TeJTbHO MeTadopHUIecKoro MoHNMaHuA. HeusBecTHas
HacjeJCcTBeHHasa 60ye3Hb, 0 KOTOPOH He JKeJlalu ro-
BOPUTbD, KaK ecsiy ObI 3TO OBIJIO IPOKIATHE, OKa3aaach
OUOXUMUYECKUM /lePeKTOM, HapylIeHueM, CBA3aHHBIM
C HEMPaBWIbHOM HACTPOUKOUN reHeTHYEeCKOro Hacje-
[vis, OMIMOKOM YTEeHUA U 3aIMCH, €CJIU BbIPAXKAThCSA
MHPOPMAIIIOHHBIM A3BIKOM COBPEMEHHOU reHeTHKH.
[TpucBouTh Ha3zBaHUe 60JIe3HU — 3HAYUT CZeNaTh
BKJIaZl B MeIUIINHY, a TAaK)Ke JaTh HaZeX Ay O0JIbHOMY.
[TonnMmaHue MexaHn3Ma 60Ie3HN, BOSHUKHOBEHUE €€,
60J1€3HU, HO30JIOTUYECKOTO CTaTyca, JaeT HaJexay
Ha ucnenenve. He 3Hato, Tak gy 3TO 1A IPoOOIEeMBI
B IIeJIOM, HO JIJI1 9TOU CEMbU IOABUJICS CBET B KOHIIE
TOHHeJIA bJ1aroziaps NpeBpanieHuo 601e3Hu-MeTapophl
B TeHeTHYecKoe 3aboseBaHue, B ”HGOPMAI[OHHBIHN
nedeKT reHoB. 11 3To CcTaso UM yTelleHHUEeM.

HaxkoHer, 51 pacckaxy 06 OZHOM CJIy4dae C IEBOYKOM,
C POXK/ZIeHUA CTpaZiaBIlel TsKeIbIM 3a001eBaHUEM T10-
4eK, eCTECTBEHHO, TeHeTHYeCKUM. B OO/IBIIMHCTBE CIIy-
JaeB TaKue JIOAU YMUPAIOT B IEPBble MeCALbI )KU3HU.
Bosie3nb ObUTa M3BeCTHA KaK QUHCKAYM CHHJPOM, U3-3a
TOT'0 4TO Haubosblllee pacpocTpaHeHue Ioaydunia
B Qunnanauu. Kak u y Apyrux 060co61eHHBIX HApOZIOB,
y GUHHOB 0COOEHHO YaCcTO BCTPEYAIOTCA clielridpudecKre
60J1e3HU € TEHJEHITNEN K BOCIIPOU3BeZeHUI0. V30mAanus
O3HayYaeT SHZOTaMHUI0, II03TOMY HEKOTOPbIe O0JIE3HU CO
BpeMeHeM Pa3BUBAIOTCA U 3aKPEIUIAIOTCA 3a KAKOH-TH00
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OZIHOI HAPOAHOCTHIO, BIUIOTh ZI0 TOTO, YTO CTAHOBSTCS
ee XxapaKTepPHOU YePTOM, Jajke eC/IH, B UCKIIOUUTETbHBIX
cy4asx, He IOpaXkaroT ee OTAeNbHbIX MHAUBUIOB. ECTh
Y IpyTHie IPUYMHBI SHZOTaMUH, He CBSI3aHHBIE C Teorpa-
dudeckoit 060cO6IEHHOCTBIO, — KYJIBTYpPHBIE, TOITOMY
CYIIECTBYIOT OOJIE3HU, CBOMCTBEHHBIE YEPHOKOXKHUM,
eBpesM, aMulllaM. B TeMHble BpeMeHa 60JIe3Hb U paca
vMeJy 0bIIre ceMaHTHUYeCcKre KOpHU. JleBovKa He Oblia
bUHKOIA, OHa YK1Ia HAMHOTO I0JKHee, Ho 60J1e3Hb ObUIa
bUHCKOTO IPOUCXOXKIEHUS. DTO ObUT OZIH U3 TEX PEAKUX
cJTy4aeB, KOT/Ia MOKHO ObLTO BOCIIOIb30BAThCSI HOBBIM
crrocoboMm JiedeHus. JledueHre TIPUBENO K TOMY, YTO
ZleBOYKa BBIPOC/IA HOPMaJIbHBIM pebeHKOM U TOCTUT/IA
MI0JIOBO3PEJIOTo Bo3pacTa. [I0ToM st OTepsis ee U3 BUZY.
Ee matb, 3a6epeMeHeB BO BTOPOii pa3, 06paTuiach KO
MHe, YTOOBI Y3HaTh, HEJb3s1 JIU IIPOBECTH FreHETUUECKOe
rccaefoBanue wioga. Torga 3To GBLIO yXKe BO3MOXK-
HO, TeHEeTHKa IT03BOJISIa BBISABJIATh TeHHbIe 1epeKTHl.
Ho s He comtacuics, Tak KaK 3aJajics BOIIPOCOM: st
Yero ceMbe 3aX0TeJIOCh 3HaTh 3T0? OHU paccMaTprBa-
JIU BO3MOXXHOCTBb abopTta? JTa uzes: 6bUia OTBEPrHyTa
POAUTENSIMU, BO3MOXXHO IOTOMY, YTO GUHCKUUA CHH-
JPOM UM Kasajics HauMeHbBIIUM 3JI0M, YIYUTBIBAsI, YTO
JI0Yb POC/Ia HOPMaJIbHO TP MUHUMAaJIbHOM JIEYeHUH.
Co BpeMeHeM ceMeliHass 601e3Hb Y pebeHKka ocabe-
Basia ¥ O6oJiee He MMeJia TaKOW TSKEION CTeNeHU, KaK
IpU poXkAeHuU. KpoMe TOro, y ceMeiHO maphbl 6bUTO
TBEpP/I0E PEJIUTUO3HOE yOexaeHre, He JOIyCKaloIlee
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Zla’ke MBICJIU O IpephIBaHUM 6epeMeHHOCTH. PopuTeny,
KOTOpPbIe THCTUHKTUBHO XOTEJI 3HATh U IPEIBU/ETD, He
cobUpaKCh UCTIONB30BaTh BO3MOXKHOCTh, KOTOPYIO UM
Moria GBI TPeZIOCTaBUTh MeAUIIMHA. Torza, BO3MOXKHO,
sydine O6bUT0 6BI ¥ HE 3HATD 3TOTO.

B mpaxTuke neguaTpa Takue cIydau HepeaKu, Ha-
000pOT, OHM BCTPEYAIOTCA MTOYTH €XKeJHEBHO, HO TeX
Bpayeii, KOTOPHIE JKEeJIA0T OTKPHITH s cebs1 Oostee mu-
POKYe TOPHU30HTHI, HEXXeJIU IIPOCTO JIEIUTH OONBHOTO,
3THU CJIy9au HaBOZAAT HA PA3JIMYHOTO POZA Pa3MBbIIILIe-
HUSA O KECTOKOCTHU CYZAbOBI, O XKeJIAHUU MIPEABUAETh U
pearmpoBarh, 0 KJleiMeHNU, CMUPeHuH, 60pbbe, 0 Ha-
YYHOM 3HAHWUH U €T'0 COLIMATbHOM IPUMeHeHNH, 00 JH-
JIOTaMUH, O BAXKHOCTU STHUYECKOU TPUHA/IEXKHOCTH.
JlocTaToOYHO GBLIO OZHOTO IIOKOJIEHUA MeJUKOB, YTOOBI
paJvKaJbHO PACIIUPUTH TOPU3OHTHL. Celyac KaxKyTcs
O4YeHb JJaJIEKUMU Te BpeMeHa, KOr/la B TOM WU UHOU
ceMbe reHeTUYecKoe 3ab6oeBaHre IPUHUMAIOCh KaK
pok. Kaxkziast HoBast 6epeMeHHOCTh OblIa CJIOBHO BHI30OB
cyabbe. 31as ydyacTb OfHOT0 60IbHOTO pebeHKa He yMa-
JIs71a JKeJIaHUA JleflaTh MOBTOPHBIe IONBITKU. Korza-To,
BO3MOXXHO, OBLIIO IPYyTOE OTHOIIEHNE U K CMEPTH, OCO-
6eHHO AeTckoi. OAUH MOU pyT, KOTOPHI MHOTO JIET
paboTas BpauoM B Adpuke, pacckasbBal: «TaM MaTh
TeOs yTellaeT, KOrja yMUpaeT ee pebeHOK; Ay Tebs
3TO TIOpaXKeHUe, /I Hee jKe — HedYTO Bpoje oOMeHa
C IIPUPOJIOH, U 3TO B IOpsAAKe Belleil. B Adpuke g Bu-
JleJ1 MaTepei, KOTopble TPUHOCUIU Ha PyKax MOYTU
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Ge3ZbIXaHHBIE TeJla CBOUX J€TeH, TUIIeHHbIe BCIKOU
KaXKABI KU3HU. OHU TPOTATUBAIN UX MHE CMHUPEHHBIM
’KECTOM, MOJI, TOCMOTPUTE, HEJIb35 JIU YTO-TO CAeTaTh?
Ho mpu 3TOM B UX MIOBeIeHUH He OBUTIO MOJIBOBI, U €CITH
s1 0TBEeYaJI, YTO OeCCUIeH, OHU YAAISIUChH, 6€3POIIOTHO
MIO/IYUHSISACH CyAbbe, HO 6e3 HEHAaBUCTHU K OKpY’Kalolile-

MYy MUPY>.

Y Hac yxe Takoro He 6bU10, 60pb6a CO CMEPThIO UMEET
CBOIO MCTOPUIO, Ha IIPOTSKEHUH BEKOB Y JIIoZlel OpUIH
OZTHY TIPE/ICTABJIEHUS O CMEPTH, a Ccelfyac OTHOILIEHUE
K Heli TOMeHsUIOCh. MBI IO-ApyroMy yMUpaeM, mo-Apy-
roMy ckopbum. B Hame BpeMsa cMepTh cTajna paxkToM,
KOTOPOT'O CTECHSIOTCS, 3TO IMYHOE TIopakeHue. Beero
32 HECKOJIBKO JIET MBI ITePEIUTH OT IPUHATUA GpaTaIbHO-
CTH, ZJI1 KOTOPOU eJUHCTBEHHOM IepCIeKTUBOM ObLIO
n3beratb poXKIeHUsA JieTeld, K BO3MOXXHOCTHU ITPEeBUIETD,
YIIPaBJISATh IIPOIIECCOM POXKZAEHMUS 30POBOrO pebeHKa.
Kpome Toro, aTa BO3MOXXHOCTb OoJibllle He ABJAETCA
WHAWBUYyaJTbHBIM BEIOOPOM OZIHOTO YeI0BeKa, OJHOMU
ceMbU WIH Napel. HeKOTOphIe TeHeTHYeCKHe 3aboIe-
BaHUA [TOYTH [TOJHOCTBIO MicYe3 T barozaps conyaib-
HOMY BBIOODY. IlepBoii 6buta Tamaccemusa. CHagasza oHa
vcdessa TaMm, Iie ObUia Harbosiee pacIpocTpaHeHa —
Ha ocTpoBe Kunp, 61arozapsa MoIuTHYecKoOMy pellle-
HUIO, TTO//IeP’KMBAEMOMY ITPABOCJIABHON LIEPKOBBIO U
TYPELKUMHU BJIACTSAMHU, IPOrPaMMe CUCTEMATHUIECKOTO
BBIABJIEHUS HOCUTe el 60se3HU cpeay HacesneHus. C 11o-
MOIIBIO TPYMEHEHUs Pa3/JIMYHbIX METOAVK (B IIEPBYIO
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odepe/lb — TECTOB Ha BbIABJIIEHUE HOCUTENIEN) Tajacce-
MUIO yZIaJI0Ch IPAKTUYECKU ITOJTHOCTBIO NCKOPEHUTDh U
B Utanuu. Cpeaiy eBpeeB-allKeHa30B ucde3ta 001e3Hb
Tea — Caxkca, 0 KOTOPOU MHI ellle TOrOBOPUM, HEeU3-
MEHHO ITPUBOAAIIAS K CMEePTH MMOPa*KeHHBIX €10 IeTe.
OTO TOXKE CTaJI0 BO3MOXKHBIM Oyiarozlapsi IporpaMme
BBIABJIEHUA HOCUTEJEN, ee UHUIMAaTOPaMU BBICTYTIMIA
CWIBHO CIUIOYEHHAas PeJIMTrHOo3Has IpyIia, KoTopas 3a-
TeM paclIMpWIach, HO OCTaJIach STHUYECKU OJHOPOJHOM.
B HEKOTOPBIX perMoHax MHpa CUCTeMaTUYeCKH ITOUCK
HOCHUTeJIell MyKOBUCIIU/I03a MIPUBEJ K pPaIUKaJIbHOMY
CHI)KEHHIO caydaeB 3abosieBaHus. [IpOBOAWINCEH U
MIPOBOJATCA HallMOHAJNbHbIE IIPOTPaMMBI 10 IMKBU/A-
1M 3ab0/IeBaHUM KPOBU B CTPAHAX C CAMBIMU Pa3HbI-
MU COLIMAJIbHO-KYJBTYPHBIMU YCJIOBUAMM: OT AHITIUU
o CayzaoBckout ApaBuu, oT MpaHa g0 ManbguB. OTU
MIPUMEPHI, KOTOPBIE MBI pACCMOTPUM 00J1ee TOAPOOHO,
MTOKAa3bIBAIOT, YTO OCO3HAHHOE POXK/IeH1Ee pebeHKa 6oee
He SIBJIAETCSA JIUIIb UHANBUAYTbHBIM BEIOOPOM OZIHOT'O
YyeJIoBeKa WX OHOM Maphl, 3TO GakT, IpeCTaBIIIONTNN
COI[MaJbHBIN UHTepec. [IoABUINCh ceMeHbIe KOHCY/Tb-
TaHTHI, PaCTeT KOJIMYECTBO FeHETUYECKUX KOHCY/IbTA-
uuii. Ho, kak Bcerza, mporpecc opox/aeT HOBbIE BO-
Mpockl. /1o KaKoU CTelleHU Mbl MOKeM YTBEPXKAATh, YTO
CYIIECTBYeT 00II[eCTBEHHBIN MHTEPEC K NCIE3HOBEHUIO
reHeTUYeCKUX 3a00sieBaHUM OaroZiapss TeHeTHYeCKO-
My T€CTUPOBAHMIO, B 11€JIOM IIPOCTOMY U JlellIeBOMY ?
PaBHOCWJIBHO JIU 3TO UCUE3HOBEHUIO MHOEKIIMOHHOTO
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3aboseBaHuA? MOXET JIU JIUKBUJAIUS TaJlaCCEMUU
CpaBHUBATBCA C TUKBUZALIMIEN OCITBI WU TTOJTMOMUETH-
Ta? JIOJDKHO JTU pacpocTpaHeHre reHeTUIeCKOro TecTa
cJleZloBaTh TEM JKe IpaBUIaM, CKaXKeM, UTO U KaMITaHUA
10 BaKIMHaUuu? PaBHO3HAYHBI JIU, 110 CYTU, KOHTPOJIb
OKpY>Kalollle cpesibl U KOHTPOJIb Tlepeflayu reHa OT
OZHOT'O TIOKOJIEHUS ApyroMy? BricTymarouiuii mpoTus
BaKI[MHAIIUM U 32 €CTECTBEHHYIO 3aIIUTY OT UHPEKITU-
OHHBIX 3a00/IeBaHUH PUHAJIEXKUT K TOU JKe KYJIbTYype,
YTO Y TOT, KTO BBICTYIIAeT IPOTUB r'eHETUUYECKUX TECTOB
U TIoJi/iepKUBaeT UZIel0 eCTeCTBEHHOU Iepeiauu reHe-
TUYecKoro Hacnaeaua? OueBHUIHO, HET, HO OOBSICHUTD
Io4YeMy — HeIpoCTO.

Mb1 HauHEeM aHa/IU3 C yYeTOM COLIATbHOTO WU KOJI-
JIEKTUBHOI'O MHTepeca, MONbITaeMcs IOHATh, KAKOBBI
OBLIM TIpeAToNaraeMble WM peajn30BaHHbIE MO/e-
JIY BMelllaTeabCTBa /I KOHTPOJIA PaclpoCTpaHeHUA
reHeTUYecKux 3aboseBaHUN. MBI IpoaHaIU3upyeM
caMmble pa3HbIe CIIOCOOBI, pa3paboTaHHBIE B PA3TUYHbIX
KyJIbTypax. MBI paccMOTpUM IPo6eMy KOJUIEKTUBHOT'O
VMHTepeca K KOHTPOJIIO IlepeZlauyl reHeTHYeCcKux 3a60-
JIeBaHWUH U CHMKEHUIO 3aboeBaeMocTu. [lompiTaemes
OTBETUTH Ha BOIIPOC, YTO 3aCTAaBWUJIO pa3JUYHbIEe Ka-
TEerOpUH JIIoZiel, yIeHBIX U He TOJIbKO, COZeHCTBOBATh
peanmn3anny eBreHNYeCKUX WU «HeOeBreHUIECKUX»
IIporpaMM U ¢ KaKUMU pesysbrataMmu. [locrapaemcsd pa-
300parhcs, moueMy HabupaeT MOy IAPHOCTD AUCKYCCHUA
Ha TeMy HOBOH eBreHUKH. [I0rOBOPUM O CTaphIX JUCTO-



18 [bABONbCKNIA FeH

IMUAX 1 HOBBIX YTOITHUAX. HaKOHeH, MBI paCCMOTPHUM KpPyT
Pa3/IMYHBIX COBPEMEHHBIX MHTEPECOB, MHAVNBUAYaJIb-
HBIX M KO/UIEKTUBHBIX, OSTUYECKHNX N DKOHOMHNYECKHX,
YTOOBI IIOHATDH, BO3MOXXEH JIN KYJIbTyprIfI CHHTE3.



I. Pa3pywurensHoe Hayano

bakTtepuu v reHsl

B HEKOTOPHIX acreKTax MHPEKIIMOHHBIE Y TeHETUYE-
ckue 3ab01eBaHUS UMEIOT CXOXKYIO UCTOPHUIO. Y 000-
WX, MOXXHO CKa3aTb, €CTb MPEAbICTOPUS, 3HAHUE ante
litteram". ViHpeKIMOHHbIe 3a00JIeBaHMs, TIEpeAarOIIecs
3apakeHueM, ObUTM U3BECTHBI O1arofiaps XapaKTepHOU
TEH/ZIEHIIUM K paclipocTpaHeHuo. [IpeacTaBieHue O
HUX OBUIO MUQPOJIOTUYECKUM: SITUAEMHUU TOJTKOBAIHChH
KaK I'HeB 60roB, KaK MbI TOMHUM U3 onrcaHui [omepa.
HaTypaiu3m rpevecKoi IMKoJIbl I'UIIoKpaTa CBI3bIBal
3MUJEMUM C TIPUPOAHBIMU SBJIEHUSIMU: CYXOCTHIO WIU
BJIATOM, XOJIOZIOM WJIM TEIUIOM. 3aJ[0JITO /10 TOTO, KaK
YeJI0BEUECTBO Y3HAJIO, M3-3a Yer0 BOBHUKAIOT O0JIE3HU,
KOTOPBIE MBI CETO/IHS HAa3bIBAEM 3aPa3HBIMU, PA3TUIHBIE
Teopuu 00 MHOEKITMOHHBIX 3a00IeBaHUSX TPU3bIBATIA
K IPUMEHEHUI0 Mep U30JIALNY, OTETeHUS U YAaTeHUS
60JIHOT'O OT OOIIecTBa AJIA 3AIUTHI TOCAEJHETO OT
pucKa pacupocTpaHeHus 6oe3Hu. DPHEeKTUBHBIX Jie-

“ Jlo Toro, KaK TepMHH cyiiecTBoBan (1aT.). — [Ipumeu.
peo.
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KapCTBEHHBIX CPEZICTB €ellle He CyIIECTBOBAJIO, HO ObLTH
yCTaHOBJIEHBI IeMCTBEHHBIE TTPABUJIa MPOPUITAKTUKH.
Tak 6bUTa IOOEXKEHA MMPOKa3a, TakK, CITyCTs CTOJETHA,
JII0AYM T060poN YyMy, a 3aTeM U xosepy. MeaieHHOe
HMCYe3HOBEHHE OCHOBHBIX SMUAEMHUOIOTUYECKUX UH-
beKIMOHHBIX 3a00/IEBAaHUH U CHI)KEHHE CMEPTHOCTU OT
HUX Ha4aJuCh 33/I0JITO /10 TOTO, KaK OBLTH M300pETEeHBI
AHTUOMOTHKYU U BaKIIMHAIIYA.

Hazio oTMEeTHTB, YTO CyIlleCTBEHHOE BIUSHUE OKa3aIu
TaKKe MpaBwiIa NPOPWIAKTUKHY, YAydIlIeHUe TUTaHUS
U YCJIOBUM KU3HU*.

Y reHeTHYECKUX 3a00/I€BAaHUH MOXKHO MPOC/IEUTD
aQHAJIOTUYHYIO DBOJIOIIUIO, XOTs YeTKHEe 3HAHUS O HUX
MTOSIBWIKCH MTO3Ke. VI3HaYa/IbHO 0O'bsICHSAEMAsT OI€PIKH-
MOCTBIO CBEPXbECTECTBEHHBIMU CHJIAMU SITHJIETICHS,
KOTOPYIO IyTaJIU C APYTUMU HEBPOJIOTUYECKUMU U TICH-
XUYECKUMU 3a00/IeBaHUSAMHU, MTO3KE CTajla CIUTATHCS
Hac/IeCTBeHHOU. YTOOBI TpeKpaTUTh Iepesavy ciie-
AYIOIIUM TIOKOJIEHUSM, B HEKOTOPBIX CTPAHAX B BOCEM-
HaZI[aTOM BeKe ObLT yCTAHOBJIEH 3alpeT Ha BbIAAUY
SMWIENTHUKAM CBU/ETeNbCTBA 0 Opake. KoHeyHO, 3TO
6bUT0 MaT03PPEKTUBHO, Y CETOAHS MbI Ha3BaIH OBI 3TO
€BreHUYeCKO MEPOU, HO IIpUMeYaTeTbHbIM SBJIAETCS
TO, YTO /IeJIAJIUCh MOTBITKA IPUMEHEHUS CTpaTeruii
MpOQWIaKTUKH.

[TpophIB B 3HaHUAX 00 UHPEKITMOHHBIX U TeHeTHYe-
CKHMX 3a60J1eBaHUAX ObUT cOBepIleH B KOHIle XIX Beka
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C HACTYIUIEHHEM OaKTEePHUOJIOTHIECKON 3PHI, C OZHOMN
CTOPOHBI, U, C IPYTOUA CTOPOHBI, C TIOSIBJIEHUEM TEOPUH
JlapBUHM3Ma ¥ IOBTOPHOTO OTKPBITUA 3aKOHOB Ha-
C/leICTBEHHOCTU. YesloBeK HaKOHeI] BepHYJICA B JIOHO
MPUPOABI ¥ OBUT IPUHAT €10 KaK 3BOIOIMOHUPOBAB-
Ui TpoAyKT. C TeX Mop 3BOMIONUU MHPEKIIMOHHBIX
U reHeTUYeCcKUX 3abosieBaHU TeperuieTatorcs. [loce
oOHapyKeHWUs 3JIeMEHTAPHBIX pOPM KU3HU U YCTAHOB-
JIEHUS UX CBA3M C BHICIIUMU GpopMaMHU, UX PACIIOIOKe-
HUA Ha MepapXU4ecKol JieCTHUIlE OBLIO YCTAaHOBJIEHO,
YTO ecThb 00IIye mpaBua CylIeCTBOBAHUA U UYTO BCe
6uonorndyeckre GoOpMbl, OT MUKPOOOB 10 YETOBEKA,
pasBUBAlOTCA N0 OHOMY IIyTU. CIIyCTA HECKOIBbKO Jie-
CATWIETUHN OTKPBITUA B 0071aCTU TeHETUKU OaKTepuiil
MTO3BOJIWJIU TTO3HATh MEXaHU3MBbI, YIIPABJISAIOIINE sIBJIEe-
HUSIMU OpPraHUYecKo )KU3HU. B HacTosIee BpeMsi 3TOT
Ccoro03 mpogosskaeTcs. [ iedeHuA KIeTOK, TOPaykKeHHbBIX
reHeTU4YeCKUMHU 3a00IeBaHUAMU, UCTIONb3YIOTCS BUPYCHI
B KaueCTBe IeEPEHOCUYUKOB 37I0POBBIX T'€HOB, CIIOCOOHBIX
HCIIPaBUTh reHeTHYecKui fedekT. [loHnMaHue KU3HU
6aKTepHii M BUPYCOB CZeIao BO3MOXKHBIM OObSICHEHHE
’KU3HU YeJI0OBeKa I10 IIKaje BO3PAaCTaHUsA CI0XKHOCTH,
a Takke leHHOCTel. Ho eciu yziaeTcst KOHTPOJIUPOBATD
pocCT 6aKTepUi, €CIM OHU BHIPAIIMBAIOTCA C I€JbI0
YIIydIIeHUS BBICIINX BUIOB, TO HEJIb35 JIU CAENATh TO JKe
caMoe C 4eJIOBEKOM? B mpuHIIUIie, 3aKOHBI 9BOIOIIUNU
ABAIOTCS 061uMu. O6 3TOM ZyMaJiu MOC/Ie0BaATENN
€BreHUKHU.
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«YesioBeyecKkoe CyIecTBO — 3TO OPraHu3M, KUBOT-
HOe€, U 3aKOHBI, KOTOPbIE PETYIUPYIOT CENTEKITUIO KYKY-
PY3bl WIN TIOPO/BI JIoIIaZiel, 1eHCTBYIOT U A1 HeTO.
Ecnu aTa mpocTast uctTuHa OyZieT OTBepraThcs U He OyzeT
PETyIMPOBAThCs OpPAaYHBIN BHIOOD, TO MIPOTPECC YETOBE-
YecTBa OCTAaHOBUTCS»".

Bes comHeHUs, yesoBeyecKoe Co3laHre CTOUT BhIIIIe,
YeM MTULBI; U €CTU CETOAHA Mbl MOXXEM TOYHO TpeJ-
BUZIETb IPU3HAKHU ITOKOJIEHUA Y OTAENbHBIX BUJOB KyP,
TO B OJIVH MPEKPACHBI ZIEHb TO YK€ CAMO€e MOXeT OBbITh
BO3MOXXHBIM U IIPUMEHUTEBHO K UeloBeKy. Tak xke, Kak
MBI YMeeM CO3/aBaTh JII00y10 KOMOHUHAIMIO IIPU3HAKOB
MOPCKHUX CBUHOK, KYyp, 3€pHa WU XJIONKA, Mbl MOXEM
Ha/leAThCA CAeNaTh 3TO U /7S yeJIoBeKa®.

Ho otBreuemcs ot 1abopaTopuni: THOEKIIMOHHBIE U
reHeTUYeCKUe 32001eBaHUA UMETU CXO/CTBO B CTENIEHU
BJIMSTHUSA, OKAa3bIBA€MOT'0 Ha COIMATbHYIO PEATbHOCTD.
OTa nmapazurma, KOHe4yHo, JUKTOBalach ycrexaMu B
60pbbe MPOTUB pacnpocTpaHeHUs WHOEKIM, KOTO-
pBle YCTAaHOBIJIM NPUOPUTET 3aIIUTHI OOIIECTBA, a He
WHIVBHUZAYyMa. 3allUTa BCceX, BO3MOXXHO, Bcera Opuia
IIPUOPUTETHOM 10 OTHOIIEHUIO K OT/[eIbHON IMYHOCTH.
OTO ApeBHAA MOZeb, U ee yCIleX CIUIIKOM O4eBH/IeH,
YTOOBI He OBITh TONY/IAPHON B COIIMANBbHOM KY/IBTYype U
MOJIMTHKE, BIUIOTH /IO CO3/JaHUA YyMHBIX TPHOYHAJIOB,
CaHUTAPHOW WHCIIEKIUHU, HecyIlell 3HaMs CUCTEMBI
3/[paBOOXpaHEeHMUS.
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fIcHO OffHO: BOMHA ¢ MHPEKIIMOHHBIMY 3a00/I€EBaHU-
MU TpeboBasia co3/IaHusA CUIbHBIX YIPEXKIEHUH, KOTO-
pble cMOIIM OBl YCTaHOBUTD ITpaBwia. Ha camom zere,
3TU MOZEU CTaTU 00A3BIBAIOIIUMU, CETOMHSI MBI OBI
CKasaJiv, PyKOBOASAIINMH, CITyIlIeHHBIMU CBepXY. BuTBa
MPOTHUB UHQPEKIIMOHHBIX 3a00/1€eBaHUI pa3BepHYIach
Ha COITMAIbHOM MTOYBE TOPa3/i0 PaHbIIE, YeM Bpar ObUT
obHapy>keH. C MPUX0Z0M TOHUMAaHUSA TOTO, YTO OOIE3HU
mepesialoTcs OT YeJIOBeKa K 4eJIOBeKY, BO3HUKIIA 33/1a4a
MpeJOTBPAlleHUA UX paclpocTpaHeHus. [1oaBIINChH
TaKue MOHATUY, KaK KapaHTUH, U30JIATOP, CErperaius,
CTaJIM CO3/IaBAThCS MeCTa OTAeNeHUsA OONbHBIX, TAKHE
Kak Jyiernnpo3opuu. CTaso MOHATHO, YTO obeja 3aBUCUT
OT CKOPOCTH pearupoBaHusi. Ho ObUTH U cepbe3HBIE TTpe-
MIATCTBUA: KaK BMEITMBATHCSA B YTOBEYECKHE KOHTAKTHI
6e3 ymepba Ay1s1 KoOMMepYecKol AeAaTenbHOCTH? Kak
Z0OUTHCA KOHTPOJIS TOBAPOB, CKOTa, He Melas pabore
MeXaHU3MOB, T€HEPUPYIOIIUX 60TaTCTBO?

CHauasna colMaJbHBIY KOHTPOIb OCYILEeCTBJIAIN
CBALIEHHUKU. [IpaBmia KHUTH JIEBUT IIPeANUCHIBAIN
CBAIEHHOC/TYKUTEJNIO IOCEN[AaTh eBPeEB, Y KOTOPBIX
oOHapYKUBATKCh YeNTyHKH Ha Koxke. Ecim 60s1e3Hb
IporpeccupoBaja U COIIPOBOXK/AANACh OSBIEHUEM
OesbIX MATEH, TO CIUTATIOCH, YTO OOIBHON ITPOTHEBas
Tocrioza, 1 ero He06XOAMMO OBUIO YAAIUTH U3-TI07 KpOBa
Y OTZAJIUTh OT O0IeCTBa 0 TeX IIop, ITOKa ero Koka He
WICIIe/TUTCA.
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[ToTom 3Ty QyHKILUIO CTaaU UCIOJHATD I'PakKjaH-
CKMe BJIACTH, YTO OBLIO 3aKpelieHo yka3oM PoTapu
B 625 rogy. Ilpu nane Anekcanzpe III Tperuii Jlate-
paHCKU coOOp permaMeHTHPOBaJ OTHOLIEHUA MEX/Y
MIPOKKEHHBIM U OOIIIeCTBOM ITyTEM HAJIOXKEeHHSA 3aTpeTa
Ha rocelieHye 60JbHBIM O0IIeCTBEeHHBIX MeCT (PBIHKOB,
MeJIbHULL, TIeKapeH U T. /I.), PEJIUTHO3HbIe 00PABI MOTIN
COBepIIaThCsA HA PACCTOSTHUH, MOIJI CO3/IaBaThCA LIePK-
BU IpU J1a3apeTax. [l 60pbObI ¢ UyMOM ObUIO CO3/IaHO
naxe cyne6Hoe BeZoMcTBO. OOIIeCTBO NMeeT IIPaBo
3amuniaTh cebd 1 MOOMIN3YeT CBOU YUPEXAEHUA CO
BCell CypOBOCTbIO, KaK eCu ObI 3TO OBLIU BOOPY>KEH-
Hble cwibl. Emne nmosxe, korga xosnepa oxBaTuwia EBpo-
1Ty, TIOSABWIVICh TPAHCHAI[MOHAJIbHbBIE OPTAaHbI 3AIIUTHI.
Co3zzaHue BcemupHO opranusanyu 37ipaBooXpaHeHus
OBLIO Pe3yIbTATOM MEXYHAPOAHBIX KOHMepeHIUN
10 3alUTe OT XOJepsl U YyMbl. [To3unusa obijecTBa
[ICHA: 3aIlIUTUTD ce6s1 OT BHEIIIHero Bpara, KOTOpbIi eMy
yTpoXaeT; U rpaXJaHuH, He KeJalonuii IoAYNHUTHCA
MIpaBWIaM, MOXKeT OBbITh TIOZBEPTHYT IIPEC/IeZIOBAHMUIO,
KaK IIPU3BIBHUK, YKJIOHAIOUIUNCA OT BOEHHOM CIIYKOBI.
Mogenp conyaabHON MOMOIIYU COBEPIIEHCTBYETCA B
BOCEMHA/ILIATOM BeKe, ¢ co3jaHueM CaHUTapHOU MH-
CIIeKILIUM, KOTopas cje/ilia 3a IpuMeHeHeM 3aKOHOB
O 3ZI0POBbe /IJISI 3aIIUTHI BCero obIecTsa.

B KOHIIe IeBATHALIATOTO BEKa Bpar 0OHaPY>KII cebs.
BbUTM OTKPBITHI MUKPOOHBIE GOPMBI )KU3HU U BBISABJIE-
HBI UHCTPYMEHTBI, KOTOPBIE TTO3BOJISUIN JIEHCTBOBATh
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mpuliesibHee. DTO ObUIa PEBOJIOINS HE TOJBKO B MEZIU-
IIMHE WIN OMOJIOTHUH, HO U B collMaibHOU coepe. IToce
oTKpbITH [TacTepa u ero mocjiezoBaTeneit MeTadopsl
BOIHBI BOIIUTH B JJabopaToOpuu, a *HPEKIIMOHHBIX 3a60-
JIeBaHWH — Pa3oIIIHCh B OOIIeCTBeE.

OBOJTIOITMOHUCTHI U TeHETHUKHU, KOTOPBIE HCCIIeIOBATN
HacesneHue B KoHIle XIX BeKa, XOpOIIO MOHANU MeXa-
HU3MBI, C TIOMOIIIbIO KOTOPBIX OAKTEPHOJIOTH MOTPSCIU
11esioe 06111ecTBO. TakKe OHYU HAUMHA/IU [IOHUMAaTh, YTO
peanu3anys uX HayYHOU MpOrpaMMbl U paclpocTpa-
HeHHe WX 0cO00T0 BUIEHUSA MUPA 3aBUCEJH OT CIIOCO0-
HOCTH BJIMATH Ha cOLiMaJIbHBIE UEU U TOJUTUYECKHE
petieHusA. OHU TOBOPWIM O «IIaCcTepU3al[iu» HaceJeHUs
JUIS1 TOT'O, YTOOBI OTIPeZIENTUTh COI[UAIbHBIE TIOCIEICTBUA
Hel, TOIBUBIIUXCA B TabopaTopusax [lactepa. OxHo-
BPEMEHHO MOXXHO YIOMSIHYTh U O «lapPBUHU3AIINN»,
yTOOBI 0003HAYUTH MTPOIIECC, C TOMOIIBIO KOTOPOT'O yue-
Hble-TeHeTHUKH, ante litteram, B KOHIIe ZieBATHAAI]aTOr0
BeKa XOTeJI! MTOBJIUATh Ha GUI0coObCKUE, COITUATbHbIE U
MTOJINTUYECKUE UZIEN U TTOAYEPKHYTh CBOIO 3HAUMMOCTD
B TUTMeHU3aIMU HaceleHus. HecMoTps Ha UX BHEITHE
OTIITO3UIIMOHHYIO O60PBOY, Y TeHETHUKOB ¢ OaKTepHoJIoTa-
MU OBLIO 0OlIee JKeJlaHue PACHIUPATH PAHUIIbI CBOE
JIeATeTbHOCTH Y BBIMTH 3a Mpe/esTbl COOCTBEHHO HayKH.
B mpeAncioBUY K OZHOU U3 CBOMX KPYIMHENIINX paboT
Yaps3 JleBeHIIOPT, OUH U3 OCHOBATeel eBreHUKU B
AmepuiKe, ceToBaJj, YTO COBpeMeHHasi eMy MeAUIIHA
IpeyBeInYnBaia pojib MUKPOOPTaHU3MOB B KaUeCTBE
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MIPUYMHBI 00JIe3HeH U yIycKaja U3 BULY BaXKHOCTD re-
HeTH4YeCcKuX GaKTOPOB, KOTOPBIE, 110 €TI0 CJIOBaM, UMeTH
Gosblilee 3HAYEHUE B IPOMCXOXKIEHUU 3a00IeBaHU
U MOII OOBSICHUTD, B TOM YHCJIe, Pa3HYI0 OTBETHYIO
PEeaKINio Ha MHPEKITUIO Y Pa3HBIX JIIOZAEH.

«CoBpeMeHHasi MeJUIIMHA HECET OTBETCTBEHHOCTD
3a TO, YTO He MPUHUMAaET BO BHUMaHHE Ba)kKHOCTh
BIUAHUA HacaeACcTBeHHOCTH. OHa CAUIIKOM cocpe-
JIOTOYM/IACh UCKIIOYUTEIbHO Ha MUKPOOPraHU3Max U
Ha YCJIOBUSAX KU3HU U UTHOPUPYET UHANBUAYATbHbIN
3JIEMEHT, KOTOPHIN OIpeziesisieT IpoTeKaHue JTH060To
3aboyieBaHUs»’.

[YTBepkaeHUe, uT0] «beas ropsuka Wik cuduimc
MOT'YT OBITh IPUYUHOM TTapanya, SBJIAeTCS HEITOJTHBIM.
OmnbIT TOKa3bIBaEeT, UTO HE y BCEX JIoZlel, 3apakeHHbIX
GaruIon TybepKy/e3a, MPOSBIISIIOTCS YXKACHBIE CJI€/IbI
5Tol 6osesHu. [...] [OTu 6one3Hu] ABIAIOTCA HE YeM
WHBIM, KaK CelndUIecKOl peaKIuel opraHu3Ma Ha
KOHKPETHBIN BpeJHbIN GaKkTop»S.

VTak, KakeTcs, 4TO CyIIeCTBYeT MIPOTUBOCTOSTHUE
MeXXy TEMH, KTO YTBEPXKAAET, YTO 3ab0ieBaHe TIPO-
BOIIMpPYyeTCA CpeZlod U 3apakalolllMU ee MUKpoopra-
HU3MaMH, U TeEMU, KTO OTCTauBaeT IePBOCTEIEHHYIO
pOJIb BPOXKJeHHBIX paKkTopoB. [lociesiHre 3aMeyaror,
YTO IIPU OAWHAKOBOM BO3/€eHiICTBUU OIpe/ieIeHHON
CpeAbl, WU olpeieleHHOW 6aKkTepuu, 60e3HBIO T10-
paXkaloTcsA TOIbKO HEKOTOPBIE JIIOAY, CleZloBaTeIbHO,
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JIIOIY POXKZAIOTCA PA3HBIMU U IOJKHBI OBITH N3Y4eHBI
B X Pa3HOOOpa3uM U B UX PA3TUYHOU CIIOCOOHOCTHU
aZlaiTUPOBAThCA K OKpYKamwlleil cpeze. MeaunuHa,
Ka3aJIoCh, HAXOAUTCA Ha nepenyThbe. C 0HOM CTOPOHBI,
OHa MOTIJIa HAaWTU B OKPY’Kalolllel cpejie maToreHe-
TU4Yeckre GpakTophl, Oyab TO MUKPOOBI WJIN MUA3MBI,
Y, TZie 3TO ObLIO BO3MOXKHO, 03Z0pOBUTH UX. C Apyroi
OHA /IOJDKHA ObIa CYUTATHCA C TIIYOOKUMU UHAVBU-
AyaJbHBIMU Pa3JIUYUAMU U CIIOCOOCTBOBATH, IZl€ 3TO
BO3MOXXHO, Pa3BUTUIO Haubosiee IPUCIOCOOTIeHHBIX.
OTO IPOTUBOCTOSHUE HE OTPAHUYUBAETCSA COOPOM
JJAHHBIX, IPOBEZIEHUEM DKCIIEPUMEHTOB WM aHAJIU-
30M peasbHOCTH, OHO ITlepeMellaeTcs Ha COIMaIbHbIN
IUTaH, 9TOOBI 00ecreyuTh cebe MpU3HaHUe U YOeaAnThb
OKPY’KaOIINX B He00X0ANMOCTH GUHAHCUPOBATH CBOU
VHUIIMATHBEI BO UM 6J1ara, KOTOpOe OHU MOTYT IIPUHe-
CTH Y€JIOBEYEeCTBY, VIYUIINB YCIOBUSA JKU3HU, TOKOHYUB
C HeCYacTbeM, IPOJJIUB )KU3Hb. YUeHbIEe JOJDKHEI OBITh
B COCTOSTHUM U3JIOKUTDH CBOU TE€3UCHI TAKUM 00pa3om,
9TOOBI YOEIUTD IIOTUTUKOB U BCIO HAIIWIO; OHU JOJDKHBI
pa3BMBaTh PUTOPUKY. HayuHble apryMeHThl ¥ BUAEHVS
MUpa CMEHAIOT APYT ApyTa, U He Bcerja sicHO, KaKue
npeobsazarmT. JleBEeHIOPT CYUTAJ, YTO TaK JOKHO
OBITH, €CIIU

«[mrcaTh] cTaThU B MOIY/IAPHBIX KypHAJIax, HAIIpaB-
JIATh UX pabOTHUKAM COIUANIbHOM cdephl, A1 UHDOP-
MaIyy BpadyaM, YUUTENAM, PeTUTHO3HBIM BIACTAM U
3aKoHoZATeAM [...] ¥, HaKOHEIl, [...] ITocae Toro, Kak
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001I1eCTBEHHBIN AyX OyZIET 0CTATOYHO CTUMYJIUPOBAH,
HY>KHO KPUCTA/UIM3UPOBATh €r0 B COOTBETCTBYIOIIUX
3aKoHax»’.

Mogenb nHOEKITMOHHBIX 3a00/IeBaHUM U CIIOCO0-
HOCTB [TePEHOCUTh Hay4YHbIe 3HAHUSA Ha COLMAIbHYIO
ITOYBY BhIBeJIa, TAKUM 0Opa3oM, SBOMIOIIMOHKICTOB Ha
BepHBIH My Th. COIMaNbHbIN IAPBUHU3M ObLT HAyYHBIM,
MOJIUTUYECKUM U KYJIBTYPHBIM JABHKEHUEM, KOTOPOE
OTTAJIKMBAJIOCh OT 3aKOHOB 3BOJIIOLIUUA BHU/OB, YTOOBI
06paTUTHCS B KOHIIE KOHI[OB K OTHOILIEHUAM MEXKAY
moabMy. Ha mpoTskeHUU BeKOB 6aKTEepUOJIOTH ante
litteram paspabaTbiBaal MHCTPYMEHTHI KOHTPOJIS HaJl
0611IeCTBOM, U BAPYT UX POJIb OKa3ajaachb CBeIEHHOMN
K MUHUMYMY — TeIleph, KOTr/a JIIoAU Y3HaIU, 4TO Ye-
JIOBEK He ObUI CO3/IaH HealbHbIM B IeHb COTBOPEHHSI,
a ObUI JIUIIb PE3Y/IBTaTOM IIPOIlecca aJjanTallii; TeMnepb,
KOI/la CTaJI0 U3BECTHO, YTO CYIIECTBYET TeCHAst CBSA3b
MeXK/y ITOBTOPHBIM OTKPHITHEM 3aKOHOB ab6aTa MeH-
JleJisl 1 TEOpUSIMU HaTypasucTa JlapBuHa.

Hazio 65U10 ciesiaTh Mmar HaBcTpedy O6IecTBY, U AJIA
3TOr0 HeOOXOANMO OBUTO, YTOOBI MEXKAY HUM U YIeHBIMU
YCTAHOBWJICS OOIINH SI3bIK, KOTOPHIN, ECTECTBEHHO, HE
JIOJDKEH OBbLI OBITh TEXHUYECKUM, a 003aTe/IbHO MeTa-
dopudeckuM. VIMeHHO ¢ TOMOIIBIO MeTadOPbl MOXKHO
OBLIO 3aCTABUTD OOIIECTBO IPUHATH HAyYHBIE TEOPUH U,
IJTaBHBIM 00pa30M, ITO3BOJIUTH A3BIKY HAYKU ITONYIUTH
IIMPOKUM COLIMAIbHBIN Pe30HaHC.
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Vox sanguinis
(nat. — «30B KpoBUY»)

Y 6ose3Hu Bcerza ecThb Apyroe 3HaueHue. DTO He MPo-
cToe buosornyeckoe spieHre. OHa MOXET OAHATH
Y HU3BEPTHYTH, YKPAaCUTh U 00€300pa3uTh, HE TOIBKO
B 3CTE€TUYECKOM, HO ¥ B MOPaJIbHOM CMBICJIE.

CoxpaHeHMe )XKU3HU — 3TO OCHOBHOE CTpeMJIeHUe
YyeJI0OBeYeCTBa, BIIPOYEM, TaK JKe, KaK U coOXpaHeHue Oa-
JIaHCa C MPUPOAOH. DTO, BO3MOXKHO, CTaBIIIAs €CTECTBEH-
HOU MeuTa (WIM Hy)KZa) 0 6ecCMepTHH, B PA3TUYHBIX
dbopmax MpUCYTCTBYIONIAsA BO BCEX KUBBIX CyIECTBaX.
JKM3Hb — 2TO pe3y/lbTaT HEBEPOATHOIO OajsaHca; Jo-
CTaTOYHO HEOOJIBIIIOT0 BO3MYIIEHUS, YTOOBI HAPYIITUTD
ero, a 60Je3Hb — 3TO COCTOSHUE, KOTOPOE YI'POXKaeT
BbDKMBaHMIO. HeT HUYero cTpaHHOT'O B TOM, UTO Hzes
60JIe3HN COCTOUT B 3aXBaTe BCETO CYIIETO, OT BBICIINX
CTpeMJIEHUH /10 TTOBCETHEBHOU JKU3HU, 00YCIOBIMBAs
ero. 3aboyieBaHue ABIAETCA IPEAMETOM CIVIa3a, a 60sI3Hb
3J1a HaIOJIHSET BCIO YeJIOBEeYeCKYIO )KU3Hb, YTO OYeHb
YETKO MMPOCIeKUBAETCA B peur. MeTadpoprudecKuil I3bIK
HYy’KeH JJIS1 CO3[aHUA MOCTa MEXAY «9IMCThIM» HayYHBIM
3HaHWEM, KOTOpOe, KOHEYHO, 6e3 Hero ObI 060ILIOCH,
1 o0IIIeCTBOM, U MO3BOJISIET YeJIOBEKY MOMYIUTh Ipe-
CTaBJIEHHE O CBOEM COCTOSTHUH, TeM O0Jiee IIpHU3pavyHoe,
yeM MeHblIe 60JIe3Hb SIBIAETCS KOHKPETHBIM GaKTOM.
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[MTapagurma nHQEKITMOHHBIX 3a00IeBaHU, KOHEYHO,
MOJTyYMJIa OTPOMHBIHN yCIIEX, O YEM CBU/ETETHCTBYET
ee MPOHMKHOBEHMeE B A3bIK o0meHrsa. O6 3ToM MHOTO
roBopwia Cbio3eH 30HTar'’, cocpezioTounBasich Ha BJIU-
STHUW, KOTOPOE HEKOTOpbIe 3a00/IeBaHMA OKA3bIBAIOT HA
MeTadopUIeCKUii I3bIK: CHavYasIa TyOepKysie3 u cudumc,
3aTeM pak u CITH1/I. MHorue MmeTadopbl MHPEKITMOHHBIX
3abo0sieBaHMI HaBeSTHBI BOMHOU. Bopp6a mpoTuB nHpEK-
IIMOHHBIX 32a007IeBaHUY CPOJHU BOEHHOMY CPa’KEeHUIO.
BakTepuu ¥ BUPYCHl — Bparu, OT KOTOPhIX HEOOXOAUMO
3amuTUThCs. OpraHu3m obsazaeT HAbOPOM eCTeCTBEH-
HBIX 3al[UT IPOTUB HUX, 6apbepaMu, KaK TOpHbIe Xpeob-
TBI, KOTOPBIE TIPEZCTABIIAIOT COOOU TPYAHOIIPEOAOTUMBIE
T'PaHUIIBI, HO IIPU HEOOXOAMMOCTH TEJIO0 B COCTOSTHUU
MOOUIM30BAaTh CBOIO apMUIO, CBOI0 UMMYHHYIO CUCTe-
My, KOTOpas IleJIeHalpaBJeHHO aTaKyeT OaKTepuu U
paspymaet ux. [Tose 6051 MOXeT OBITh pacIIMPEHO OT
O/ZTHOT'O YeJIOBeKa /10 TPYIIIEI JIFOZEH, a TO U 0 1IeJI0T0
obmectBa. [IpoBozAATCA MpodrIaKTHIECKe KaMITaHUH,
KaMIIaHUH 110 UMMYHHU3aLHH [JIs1 3alATHl HE TOJIBKO
OT/ZIeTbHBIX JIWII, HO ¥ BCETO COI[MATIbHOTO OpraHu3Ma.
BuTBy TpOoTHUB MHQEKIIMOHHBIX 3a00/IeBAHUH MOKHO
BBIMTPATh IyTEM YKPeIUIeHUS KaXK/I0TO ¥ TUTUEHU3aI[UN
BCeX, MTOBBIIIIAs 3alUTHBIE CUIbI, BO3BO/A 6apbephl. Ty-
6epKysie3 ¥ CUIINC CTUMYTUPOBATH (pAHTA3UIO MHOTHX
mycaTesiel, ¥ U3BECTHO MHOT'O JIMTEPATYPHBIX IIEPCOHA-
’KeH, MosABIeHe KOTOPBIX ObLIO BAOXHOBIEHO 3TUMU
6one3HaMu. O4eBUIHO, KOT/Ia TyOepKyie3 U CUHUIHC
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OBLTH OYeHb PACIPOCTPAHEHBI M ABHO BUHBI, KOTr/a
OHU TIPE/ICTaBJIAUIN peaIbHYIO COL[MAIbHYIO IpobIeMy,
710601 MOHUMAJ UX CMBICIL.

C'est la science, grand-mére!
(bp. — «3710 Hayka, 6abyLka'»)

MeTtadopsl BOMHBI UCITONIH30BATUCH JJIsT ONTMCAHUS
cr10c060B KOHTPOJIA UHPEKINOHHBIX 3ab0eBaHNN.
Ho apyrue 3a601eBaHNsA IOPOAWIN PyTHE TapaJUurMbl,
Y UM OBUT HYKE€H APYroi A3bIK. MBI MMeeM B BUZy He-
BpoJIoTHYecKue 3aboeBaHus, pakK, IcUxudeckye 3a00-
JieBaHUA. Bpar 6ojiee He CHapy»KU, OH ABJIAETCA YACTHIO
YeJIoBeKa, ero Tesia. bose3Hu He UMeIOT STHUIEMIUIECKOTO
XapakTepa, a IopakaloT OTAeIbHBIX JIIoZlel KaK 3apaHee
BbIOpaHHbIe 00beKTH. HabiroieHrie TO3BOJIATIO TIpesy-
raZIbIBaTh HACIeCTBEHHYIO Ilepeady 00e3Hu, MHOTA
OrpaHUYEHHYI0 PaMKaMU OHOM CeMbU WIN STHUYECKOU
rpymrbl. /s 0603HaueHUs TaKKX 3a00IeBaHUiM Tprbera-
0T K 60JIee Mpa4yHbIM PUTOPUYECKUM QUTYPaM, CKOpee
3aKJIMHATeJIbHbIM, YeM OIMCaTeIbHbIM, BPAJ JIU COOT-
HOCHMBIM C KOHKPETHBIMU WJIN SMIIMPUYECKUMU. 3J10
CUIUT BHYTPH, OHO — YaCTh JyXOBHOU COCTaBJAIONIEN
YyesoBeKa, FTHe3IUTCS B CEMbe WU ITPUCYIIe KOHKPETHOM
pace. OHO He niepefjaeTcs Yepe3 BO3AYX, IIPeAMETHI WIN
6JIM30CTh, KOTOPOH MOXXHO M30eXaTh, a mepefaeTcs
C caMOM KU3HBIO. /[bABOJI IPOHUKAET B T€HBHI.
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Ecnm muTepaTypa 4acTo MCIoib30Bana NHeKIu-
OHHBIEe 3a00J1eBaHUs, YTOOBI Pa3BUBATh COOCTBEHHBIE
MeTadopsl, TO IPUMepHI r'eHETUYECKUX 3a00IeBaHUH,
6osiee peIKMX U MeHee N3BEeCTHBIX, B IUTEPAType Hy>KHO
elrle MOMCKaTh. Ho mpuMepoB Bce Ke XBaTaer.

Poman «/lokTop Ilackanb» 3aKpeIBaeT LIUKJI poMa-
HOB, ITOCBAIEHHBIX €CTECTBEHHOW MCTOPUU OJHOU
ceMbH B IepUOJ, UMIIepUH, OMHCAHHOU 30Jid, B care
o Pyron-Makkapax. [lackanb — 3TO ZOKTOP, ITOCBA-
TUBIIUH BCIO CBOIO JKM3Hb ITOMCKAM Te€OpUU OOJIe3HU
U ucueneHusA. OCHOBBIBAACH NIPEUMYIIECTBEHHO Ha
aHanu3e UCTOPUM CBOEU CeMbH, Udydasd dYeThIpe I0-
KOJIEHU, OH IIBITAETCA YCTAHOBUTh 3aKOHBI HaCIe -
cTBeHHOCTHU. Ony6irKoBaHHBIN B 1893 rogy, «/lokTop
[Tackasp» pe3stoMUpyeT paclipocTpaHeHHbIe Tora naeu
O HaC/JIeACTBEHHOCTHU XapaKTepPOB U IIPOHUKAIOIIEM
neperieTeHUU GU3UIYECKUX U HPABCTBEHHBIX YeEPT,
0 4eM JoraJbIBanauch emne I'aabToH wiu JlomOpo3otl.
3abosieBaHMEe UMeeTCs Y HECKOJIbKUX MMOKOJIEHUHN 1
MIPOSABJISIETCA B PA3JIMYHBIX popMax, MHOTZAA KaK He-
BpoJIOTAYecKad JereHepanusa, Kak aTakcusa, UHOTAa
B ¢popMe asKorosmaMa Wik YMCTBEHHON OTCTAJOCTH.
OTO OHTOJIOTUYECKOE 3710, OHO ITPOHUKAET, OOBUBAET,
MIPUHUMAET pa3anuyHble GOPMBI, ero CHjia MOXKET PacTu
13 IIOKOJIEHUA B IIOKOJIEHWEe, OHO pacllIupAeTcAa, pac-
MIPOCTPaHAETCA B COLIMANbHON MaTepuu, 3HaMeHYeT
JlereHepanyio BI/a, KOTOPBIU yAandeTcsa OT PaliCKOro
nzeana. [lackasab BHUMATEJIbHO U3y4aeT YEPTHI IIPESKOB
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Y OJIVDKAMIINX POACTBEHHUKOB U B TeUeHNe MHOTHX JIET
OoZpPOOHO ZOKYMEHTHPYeT Hacjle/ICTBEHHYIO 1Ienoy-
Ky. Ero nenp — «MareMaTU4ecKu» CIIPOTHO3UPOBATh
IIOABJIEHNE HEKOTOPBIX IPU3HAKOB B IOCIEAYIOMMNX
nokosieHUAX. OH cTosAM y caMbIx ucTokoB. ®passl [1a-
CKaJIfl MO>KHO HAaWTH y KJIaCCUYECKUX ITpe/ICTaBUTeeN
TEOPUH HACIEeACTBEHHOCTH TOM SIIOXH.

Kazasoch Obl, HayKa 0 Hac/leZIOBaHUM BCe OOBACHAET:
nepeiaya He TOJIbKO PU3NYECKUX YepPT, HO U MOpaJlb-
HBIX. MOXHO HalTU UHTePECHbIe TTapaJUIed MEeXY
¢durypamu JJocTOeBCKOrO U HayYHBIMU TUIIOTE3aMu 2.
CMepZAKOB — IACBIHOK-0OTIeybuiina u3 «bpaTeeB Ka-
pPaMa30BBIX»: TOMHUMO SIBHO BBIPQ)KEHHBIX ITPU3HAKOB
JlereHepanyy B ero BHeIIHeM BH/e, TOMUMO ero 3a-
KPBITOT'O U 3araZloYHOTO XapaKTepa U epruojuiecKUX
TIPUIIAIKOB SITHJIETICUH OH ellle Y CbIH FOPOANBOM, COOIa3-
HeHHOM oTiioM Kapama3zoBeiM. ['pex 1 BUHA coyeTaloTcsa
C HacjaeAueM.

VTanpAHCKUY ICUXUATP U aHTPOIIOIOr DHPUKO Mop-
CEJIA CKaXKeT:

«MHOTHe MPU3HAKK, OCTAIOI[HUEC CKPBITBIMU, TIPOSIB-
JITFOTCS Yepe3 HECKOJIbKO MTOKOJIEHUH B 0c060U Gpopme
TaKOTO ABJIEHUA, KaK “aTaBU3M’, WU “peBepcusd’, KO-
TOpOE OOBSICHIET MHOT'O aHOMAJIMH U YPOJJIUBOCTb...»'

VimeHHO Teopusd 3BosoIuu JapBuHa, a He 3aKOH
MeHzena o nepesaye HacJleACTBEHHBIX TPHU3HAKOB
npejjiaraeT UHTepIpeTallMOHHbIE UHCTPYMEHTHI; OHA
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He TOBOPUT O 00JIe3HSAX, HO 00 3BOJIIOLMY BU/IOB, O TIe-
pexozie OT IPUMUTHUBHBIX OPraHUYECKUX GOPM K BBIC-
muM popMmam. ITosaBaeHrEe OONIE3HU Y MOCTEAYIOIUX
MTOKOJIEHUH OOHAPY:KUBAET YePThI YeT0-TO IIPUMUTHB-
HOTO0, He COBCeM IIPeoJ0JIeHHOTO 3BoJoIel. ['oBops
o Teopuu /lapsuHa, DHpUKO Mopceyuiu NprusHaeT, 4To
«HETIOHATHBIE ABJIEHUS OPraHN4eCKOT0 Pa3MHOKEHUS,
ITOYKOBAHUSA, MeTareHe3a, 0ObIYHOTO OILIOZIOTBOPEHMYS,
HacJIe[CTBEHHOCTH, aTaBU3Ma, Tlepejauul 601e3HEHHBIX
MIPU3HAKOB, NaMATH JOJDKHHI [...] paccMaTpuBaTheA C
OJHOU-eIMHCTBEHHOM TOYKU 3PEHUS U, CJIeJ0BATEIBHO,
OOBSICHATHCS TOXKE»'4,

B 6uosioryy NOHATHE aTaBU3Ma ABJIAETCA caMo COO0H
pasyMeIoIIuMCA, HO OHO CTaBUT B 3aTPYJHUTEIbHOE
II0JIOXKEHNe TeX, KTO IbITaeTcs JaTh eMy ollpesie/ieHue 1
HaUNTH eMy MeCTO B HayKe 3BOIOIUU. [ITMpCOH, KOTOPBIN
MIOTIBITAJICA TPAKTOBATh HAC/IE[ICTBEHHOCTD Y 9BOJIIOLINIO
MaTeMaTU4eCKU U CTaTUCTUIECKH, 3a/JaBaJICA BOIIPOCOM:
YTO JKe IPeJCTaBIAeT coO0l OHosIornYecKoe NOHATHE
araBusMa?

Ho eciiu B TOM COCTOUT MCTHHHOE TTOHATHE HACe-
CTBEHHOCTH, TO YTO COOOM Mpe/ICTaBIIAET TOT/IA IBJIEHUE,
M3BeCTHOEe O10IoTaM KaK peBepcHs Win aTaBu3M? Ha ce-
TOAHAIIHUY /IeHb, 5 [yMar, MHOTHe HaOJIIOZieHUs, pac-
cMaTpuBaeMble KaK MpUMephl peBepCHUU WY aTaBU3Ma,
MOTYT OBITh OIpeesIeHbl IOBOJBHO MPUOIU3UTENBHO,
ITIOTOMY UTO I PEIKO BCTpPeYalo TOUHbIE CIy9au peBepCuu
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[...] nu ob6ocHOBaHHOE OKA3aTETbCTBO [Ha KOTOpOeE
MOXKHO COCJIaThbCs| ABJIEHUA aTaBU3Ma'®.

[ToHATHE aTaBM3Ma 3aBOJAWIO B TYIHK, U Y4EHOMY,
HCITOJTb30BABIIIEMY CBOIO HAyYHYIO IIPOTPAMMY /I MH-
TepIIpeTaliy TeHeTUYECKOH Mepejadyy, OCHOBHIBASICh
Ha MaTeMaTHKe, HaZlo ObLIO HABECTH MOPSAOK, AaTh
omnpezenenusd. [IoHATHe aTaBU3Ma SIBJISIETCS YaCThIO
KyJIBTYypHOTO 6ara)ka OWoJiora U aHTPOIIOJIoTa KOHIla
XIX Beka, faske ec/I OHM caM¥ OBLIUA He CITOCOOHBI 1aTh
eMy orpeieJieHre. DTO HEUTO, YTO KPOETCS B CEMbE WU
B TIOPO/IE, UTO OECTIOPSAIOYHO TTEPENAETCS, UTO TOSBIISA-
eTcs B OJHOM IIOKOJIEHUH, 3aTeM McUye3aeT, YTOOB BHOBb
MIPOSIBUTHCS Yepe3 KaKoe-To BpeM. [Ipu BceM KeTaHuU
MIPUZATh ABYM IMOHATHUAM OZHO U TO K€ CEMaHTUYECKOE
3HaueHUe, HeJIb3s1 CKa3aTh, YTO aTaBHU3M SIB/ISIETCS CH-
HOHUMOM Te€HETHYECKOU Tepe/lay; OH IMpe/IoIaraeT
HEYTO HeyBePEHHOE, PAa3MbITO€, IJIOXO OIpe/ieJIEHHOE.
B03MO0OXXHO, HAMEPEHHO IIJIOXO0 OIpeieJIEHHOE, TOCKOJIb-
Ky COXpaHsEeT CBOe 3HaUeHHEe B MEAUIIMHE, a TAaK)XXe B
MEeJUITMHCKOM COIIMOJIOTUH U B OOIIIEM CMBIC/IE BO Bpe-
MeHa, KOI/la 3aKOHbI TeHETUKY HauMHAaIOT CTAHOBUTHCS
MMOHATHBIMU. VITaK, OH JKWI CBOEH MmapasuieIbHOM JKU3-
HBIO B O)KU/IAaHUH, KOT/]a €T'0 UCITOIB3YIOT /IS OTIMCAHUS
KaKoro-1nbo o6beKTa, U, Kak ¥ 3aKOHbBI TeHETUKU, OBLIT
IIPUMEHEH He TOJIBKO K CEMbE, HO U K IIeJIBIM CJIOSIM 00-
IIECTBA U LIeJIbIM HapoZiaM. ATaBU3M IIPUCYTCTBOBAJ Y
C1ab0YMHBIX, YV SIWIEIITUKOB, Y aJIKOTOJTMKOB, a TaKXKe
y O€THSIKOB, Y FOPO/JIUBBIX U TTEPBOOBITHBIX.
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ATaBU3M — CJIOBHO /IaMOKJIOB Me4, IpeACTaB/sAET
cobo¥i yrpo3y ZiereHepanuu, KoTopas mopakaeT ImocJe-
JyIoll[ie TIOKOJIEHUS U CBsI3aHa C BUJEHUEM IIpPOrpec-
CHUBHOTO pa3JIOKeHHUS YeJI0BeYecKoro poja. JlereHepa-
IIUS ¥ OTCYTCTBUE DBOJIIOIMY CBS3aHBI MEX/Y COOOM.
Criocob6CcTBOBAThH XOAY dBOJIIOIMU, TO €CTh U36eraThb
pasJioKeHUs, — He 3TO JIK IIepBooYepeHas 3a1a4a,
KOTOPYIO HOBas HayKa 'eHeTHKa ZI0JDKHA CTaBUTh MEPe]]
ob1ecTsoM?

OTo OBLTa 3apsi eBreHUKU. TepMuH ObLI BBeZIeH ['ab-
TOHOM, IBOIOPOAHBIM OpaTom JlapBUHA, KOTOPBIH Bep-
HYJI U3 3a0bIThs TaK)Ke U TIOHATHE IieMeHH. Ero Hayy-
HafA MporpaMma COCTOSAA B YAy4UIlIeHUY YeJI0BEUYEeCKOTO
poZia, yMeHbIlIeHUM My4eHUM, CB3aHHBIX C lepejadeit
He)XeJlaTeJTbHBIX MIPU3HAKOB, OTOOpE JIYYIINX BU/OB.
['aIbTOH XOTeN 3aJI0KUTh MMPOYHYI0 6a3y cBOel Ipo-
rPaMMbI, KaK CTATUCTUYECKYIO, TAK U OMOJIOTUYECKYIO.
MeTtadopa «KOpHU», KOTOPYIO OH YIIOTPEOJISI, BO3MOXK-
HO, ObUIa OZHOM M3 Hanbojiee BaXXHBIX B COLIMATbHON
reHetuke. OH HalIesn 6J1IaroNPUATHYIO IOYBY B TEOPUU
JlereHepaliy, B TEOPUAX ITO3UTUBUCTCKOW MCUXUA-
TPHUHU, a TaK)Ke B paciimpeHuu bpuTaHCcKol UMIIEpUH.
EBreHrcTruecKkre TeOpUU OKa3aau CUIbHOE BIUAHUE
Ha o0IlecCTBEHHOEe MHEHUE 1, BO3MOXKHO, Ha oOpas
MBILIJIEHUA B Pa3BUTHIX cTpaHax. CyllecTByeT Takoe
OTPOMHOE KOJMYEeCTBO JUTEPATYPhl O eBreHUKe, 4YTO
3/IeCh HEBO3MOXKHO ITPUBECTU XOTS OBbI €€ CXKaThIH I1e-
pedeHb. C Halllel TOUKU 3peHUs, BAXKHO OAUYEPKHYTh,
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KaK pasjuyHble eBreHUCTUYeCKre TeOpUHY 3aliuinani
MIpaBO WY Za)ke 00S3aHHOCTDb 00IeCcTBa MHTEPECO-
BaTbCA F'eHEeTHUKOU cOOCTBEHHOTO Hapo/a, YIPaBIATh
€10, TaK JKe KaK M 00LIeCTBeHHOUN I'UI'ueHOH, IpuieM
TEeMH K€ MeTOZaMU, KOTOPBIMU TPAAUIIMOHHO KOHTPO-
nvpoBanu nH$eKINoHHBIe 3aboneBanus. PacpocTpa-
HeHHUe eBreHUCTUYeCKOM MEeHTaJIbHOCTU NPUBEJIO K
OTCTAaWBAHMIO, @ B HEKOTOPBIX CTPAHAX U K IPUHATHUIO
3aKOHOB 0 OHpaKoCcOoYeTaHUU, O IPUHYAUTETbHOMN CTe-
PWIM3AINY JIIOZeH ¢ ICUXUYeCKUMU 3a00IeBaHUAMY,
MIPU3HAHHBIMU HACJE/CTBEHHBIMU, VI C TSKETBIMU
MasnibpopMaTuBHBIMU 3ab0eBaHuAMU. He 3aTparuBas
BOIIPOC €BI'€HUKHU, MBI XOTUM TOJIBKO BbIJIEIUTH aCIeKT,
KOTOPHIN Ka)keTcs HaM QyHJIaMeHTaJbHBIM JJI BCeH
JanbHele AUCKyCCuH, U CyTh KOTOPOTI'O COCTOUT B
IIpaBe rocyZlapcTBa BMeNINBAThCA B reHeTUYeCKYIOo
CTPYKTYPY HaceJleHHs, yCTaHABINBATh MOZEJb 3[0PO-
Bbsl, KOTOpas MOXeT UMeThb pasjnyHble KOHHOTAIUH,
He 0053aTeJIbHO OIIMO0YHEIE WIIU XKeCTKIe, KaKoi Oblia
eBreHHMKa /IBa/IIlaToro BeKa.

CnabocTh HayYHBIX OCHOB €BI'€HUKH ObLIa Y)Ke HEO/I-
HOKpPaTHO /I0Ka3aHa, 3To OBLIO ABMKEHUE C TSKETBIMU
MTOC/IeICTBUAMU /11 yesioBeuecTBa. CTOPOHHUKU eBre-
HUKW TI0ZIOTPEBAIN MHTEpeC 001eCTBa K YIydIIEHUIO
KayecTBa YeJI0OBEYECKOI'0 Po/ia, YTOOBI yCTpaHUTD 60-
JIe3HU, YTOOBI yCOBEPIIEHCTBOBATH €TI0 KaK BU/. B KOH-
Ile KOHI[OB, U/[eV €BreHUKHN COEeJUHUINUCH C HAIUCT-
CKMMHM, HO He MCYe3/H ¢ Hanu3dMoM. B CoefMHEHHBIX
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[llTaTax AMepUKU U B CeBEPOEBPOIIENCKUX CTpaHax
M3/laBajJUCh eBreHUCTUYeCcKre 3aKOHBI, ITpe/jiaras-
e KOHTPOJUPOBATh Opaky, YTOOBI IpeAOTBpaIlaTh
cO3/IaHUe OTIaCHBIX HACIeICTBEHHBIX MU CYUTABIINX-
csl TAKOBBIMU YCJIOBUH, U THICAYU JIOZeH ObLIN TOJ-
BEPrHYTH IPUHYAUTEIbHOMN CTepuan3anu. 3aKOHbI
06 obs3aTeIbHOU CTepUIN3aluy MIPOAOJIKAIU Cylie-
CTBOBAaTh B T€UEHUE HECKOJBKUX JIeCATUIETHH, JaxKe
mmocyie Bropo# MUpOBOIi BOUHEL. Viest eBreHuKU Oblia
[ACHOU M 4eTKoM. Cerperauysa U CTepuIn3aiys J0IKHBI
MO/ Iep>KUBAThCA HA 3aKOHOZAATEIbHOM M 06pa3oBa-
TeJbHOM YPOBHAX. B QyHKIIMYM 06pa3oBaHUA BXOJUIO
ybexxgeHne mofeil GU3nuecKy HeIOMHOIEHHBIX UIN
MMeOIIMX HacleACTBeHHble HeZIoCTaTKU, TaKue Kak
CJIeTIoTa, IMIyX0Ta, TOPOKU U IIPeZpacloloXKeHHOCTh K
oTpefieJIeHHBIM 00JIe3HAM, He 3aBOIUTH JeTel, a 3aKo-
HBI IOJDKHBI OBUTY 3aTIperaTh Opaku ¢ TAKUMHU JIOAbMHU.
MbI paccmaTpuBaeM JIUIIb OAHY CTOPOHY €BreHUKH,
IeJIbI0 KOTOPOU OBLIIO BOCIIPEIATCTBOBATD OCIA0IEHIIO
poza. Ho moka Bce 9To 6bL1a «CBeT/Iasas» CTOPOHA.

EBreHucTnyeckas nporpamma
Yapnsa [leBeHnopra

HecomuenHo, ¢urypa HYapsza JleBeHIopTa ABAAETCA 10-
MUHUpYIOIe B aMepUKaHCKOM eBreHrke. EMy yzanoch
ybenuTh aMepUKaHCKUX MWLINAPZEPOB B HEOOXOAU-
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MOCTH CO3/IaHUSA MHCTUTYTA T10 UCCIeZI0BAHUIO HaCIe -
cTtBeHHOCTU. OH KeJiajl MpefoTBPaTUTh FreHeTHYeCKUH
ynaZoKk AMepPUKU, U3YIWUT POJOCTOBHBIE THICAY CEMeM
JU1d IeMOHCTPaLUU HacleJOBaHUs psZia TPU3HAKOB. Ero
mporpamMMa 6bl1a OGIIMPHOH: TPOCIEUTh TEHETHYECKOE
MIPOMCXOXK/AeHNEe albOMHN3Ma, TJyXOTHI, IIPECTYITHO-
cTH, cmaboymusi, a Takke 6egHoCTU. OH pa3zessit uaeu
JIoM6p030 U, XOTh U He ABHO, BCEH MO3UTUBUCTCKOU
ncuxuaTpuu. ViMs /leBeHIopTa TECHO CBSI3BIBAIOT C Ha-
IIUCTCKUMU TeopusaMu. OH ObLT OMyIApHEIM B Coeu-
HeHHBIX [IITaTax aBTOPOM, IITUPOKOE PACIIPOCTPAHEHUE
MOJTy4YnIa ero KHura «HaciecTBEHHOCTD U €€ CBSI3b C
eBreHukKou» (Heredity in relation to eugenics), omy0u-
KoBaHHasA B 1911 rozy, rze 6e3 mapadpas usnoxxeHa BCs
ero mporpamma. /[eBeHIopT MHOT'O BpeMeHHU MTOCBATHI
reHeTHKe XopeHr [eHTUHI TOHa, 60/Ie3HH, B KOTOPOH yTpa-
Ta GYHKITMI TOJIOBHOT'O MO3Ta coYeTasach C MosBIeHueEM
HEINPOU3BOJIbHBIX U HEKOHTPOJIUPYEMBIX JBUKEHUH.
OH BOCCTaHOBWI T'eHeaJornyecKre peBa MHOXKeCTBA
OOJIbHBIX; YTBEPIKAJ, YTO CMOT IIPOCIEAUTD BHICOKYIO
YaCcTOTHOCTD 3a00JIeBaHUSA CUHAPOMOM [€HTUHITOHA B
CoeauHenHbIx IlITaTax y HECKOJTBKUX CeMel aHTJIMMCKUX
MMMUTPAHTOB; CUUTAJI, YTO aHAJIOTMYHbIE UCCIIeZIOBAHUA
MOKHO OBLTO TPUMEHUTD K JI0OBIM Oosie3HsaM. I1o ero
MHEHUI0, HE0OX0AUMO OBLIIO TPOTUBOCTOSITh SH/OTa-
MHHU B IPyNIlax, KOTOPbIM CBOMCTBEHHA HeraTHUBHASA
reHeTHKa, 3amnpelias 6paku MeXAy eJUHOKPOBHBIMU
POJACTBEHHUKAMH, BO U30eKaHUe MOSBJIEHUS Ha CBET
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JIIOZIEH C pelleCCUBHBIMY T€HETUYECKUMU 3a00IeBaHU-
amu. Kpome Toro, cauran oH, TpeboBasach HOBas KaTe-
ropusi Bpauyel — «reHeaJoTUCTOB» (CerofHs Mbl OBl UX
Ha3Ba/IM KJIMHUYECKUMU reHETUKaMH), KOTOPbIe ObLIH
OBI CTTOCOOHBI MAEHTUPUIIMPOBATH CEMBU C HEXeJa-
TeJIbHBIMU 'eHaMHU U IPENATCTBOBATh UX UMMUT AT
B CoenmuenHsle [IITaTel. Takum o6pa3om, HapaBHE C
BpayaMHU-UHPEKIIMOHUCTAMU OHH JOJIKHBI OBUIU TIPU-
CYTCTBOBaTh B UMMUTPALIMOHHBIX IIeHTpax. /leBeHIIopT,
KakK U IpyTre CTOPOHHUKU €BreHUKU, COCPEOTOYNII
CBO€ BHUMAaHUe Ha OIpe/leJIeHHON KaTeropuu JIIoJe:
3TO ObUTH HEOOJIBbITME TPYTIITBEI UMMUTPAHTOB U3 OTPa-
HUYEHHBIX palioHOB EBpOIBI. DTU IPYIIIEL, IpUe3Kasd,
3aHUMaJIU HeOOJbIIINe TEPPUTOPUH U MTOAAEPKUBATN
cOOCTBEHHYIO KYJIBTYPY, IPAKTUKYA SHAOTaMUI0. TaKUM
obpa3oM, HaJInY1e pelieCCBHOTO TeHETHIECKOT0 3a00-
JIEBAHMA B TAKUX IPYTIIaxX ObUTO HAMHOTO O0JIee YaCThIM
ABJIEHUEM, 4YeM B cpeZiHeM y HaceseHusa CoelMHeHHBIX
[ITaToB. OrpOoMHas TEPPUTOPUS U OCOOEHHOCTH KYJIb-
Typbl UMMHTPAHTOB CITOCOOCTBOBAIN GOPMUPOBAHUIO
M30JIMPOBAHHBIX U CUJIBHO CIUIOYEHHBIX rpymir. Ecim He
IIPUHUMAaTh BO BHUMaHUe Ope/ioBble yTBepkAeHu [le-
BEHIIOPTA, TO CYIECTBYIOT OOBEKTUBHBIE JaHHEIE. Jleii-
CTBUTENbHO, B CoeimHeHHBIX lIITaTax B olipe/ieieHHbIX
coo0b11ecTBax, KYJIbTYPHO U PEJTUTHO3HO 000COOIEHHBIX
10 UX COOCTBEHHOMY JKeJIaHUI0, HEKOTOphIe O0Ie3HU
MMeIOT Haubosiblllee pacrpocTpaHeHue. JJaHHOe sBJIe-
HUe Jallre BCEro HabIoaeTces: y aHabaTUCTCKUX TPYTIIT
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(aMu1y, TyTTEPUTHI, MEHHOHUTHI), UMMUT'PHUPOBABIINX
B HauaJse XVII Beka, Wiu cpeju eBpeeB-allKeHas30B,
a Takke y GpaHKoroBopsIero coobmecrsa Kanazpl,
KOTOPOMY OBUIO IMOCBAIIEHO MHOKECTBO T€HETUYECKUX
rcciegoBanuii'®. ITouru 3000 mmocesieHIeB, TPUOBIBIINX
n3 ®paHnuu B nepsole gecarwietusa XVII Beka, cocra-
BUIK 60JIBIIYIO YaCTh FeHeTH4ecKoro GpoHza palioHa
KBebeka. ®paHK0DHOHBI MaJIO aCCUMIUIMPOBAJIUCH C aH-
JIOTOBOPALIUM HaceseHrueM KaHazpl, TOABUBUIUMCA
3z1ech no3xe. CunuTaeTcs, YTO CerofHA U3 7 MWIINOHOB
xuTenei KBebeka 80% MpOUCXOAAT OT MEPBBIX KOJOHU-
cToB. bonbmuHcTBO U3 40 000 ceBepoaMepUKaHCKUX
I'YTTEPUTOB MOTYT OBITh IOTOMKAMU I'PYIIIIEI OCHOBATe-
Jiel, cocTosiBiielt u3 89 yesoBek!'’. T MUT'PALIOHHbBIE
ABJIEHUA U U30JIALUA HACeJIeHUA OKa3aly BIUAHUE Ha
HepaBHOMEePHOE MPOsBIeHNEe HEKOTOPHIX Ooe3Heln
B CeBepHOU AMepuKe. /leBeHIIOPT XOPOLIO TIOHMMAJI 3TO:

«C aTOM TOUYKM 3peHUa CrenunanbHblil oT4yeT LleH3a
PENUTHUO3HBIX coobimecTB (1906) cTaHOBUTCA OYeHb
HWHTEPEeCHBIM»'®. «/ly1 Hac, )kuTeneil AMepUKY, ABJIeHNe
MUTpAIUU [IPeJCTaBIAET OCOOBIN NHTepec. 3a UCKIIIO-
YeHHeM HeCKOJbKUX ThICSAY UHEHNIEB, KOHTUHEHT ObUT
MYCTHIM [...], ero ucTopus elle OblIa He HAIMKCAHA, MO-
3TOMY MO>KHO JIETKO IIPOC/IeJUTh BIUAHNE «KPOBU» Ha
XOJI er0 UCTOPU»?.

Ho Henp3sa 3a6pIBaTh U 0 pacUCTCKO-KCeHOPOOHOM
6a3vice Teopuu [[eBEHIIOPTA, COITIACHO KOTOPOMY TI€PBEIE



42 [bsABONbCKUN reH

VIMMUTPAHTHI OBUTH JIFOBMU [TOPS0YHBIMU, TPYZOTI00U-
BBIMU 1 BBICOKOOOPa30BaHHBIMH, B TO BpeMs KaK HOBBIE
VMMUT'PaHTHI ITPe/ICTABIIAIN CEPbe3HYI0 OITACHOCTb JIJIA
moziep>kaHusA U3HAYaIbHO YCTAaHOBHUBIIETOCA YKJIA-
na. [Tpobiema BBO3a Oose3Hel KaxkeTcs JleBEHIIOPTY
JIOBYIIKOM, 3epKaJbIeM /JIf )KaBOPOHKOB. OH XOTe
IpUJaTh HEUTPaIbHOCTh €BIeHUCTUYECKHM CY:KIEHUAM,
OCHOBBIBAsICh HA 3aKOHAX I'eHETUKU, KOTOPHIE, IIpHMe-
HUTEJIBHO K MOHOT€HHBIM 00JIe3HAM YeI0BeKa, a TAKKe
K HEKOTOPBIM IIPU3HAKaM PACTEHUHN U )KUBOTHBIX, MOTYT
OBITH M3YYEHHI C IIOMOIIBIO CTATUCTUKU U OOBSICHEHBI
TOYHBIMH HayYHBIMU TepMHHaMU. Ho 3To Heo6xXoAnMO
JUIA paclIpeHus epCcueKTUBbI, YTOObI OXBAaTUTh IIPU-
3HaK{, KOTOpble UMEIOT cjlaboe OTHOIIIeHNe K TeHeTU-
YecKUM 3aboseBaHuAM. [leBeHIIOPT MUIIET:

«be3 coMHeHUs, B COBOKYITHOCTHU T'PYyIIIbl €BPEEB,
KOTOpBIE CErofiHsa MpUOBIBaIOT U3 Poccuu U ¢ 10ro-Boc-
ToKa EBpOIBI, C UX UHAVUBUAYAJIU3IMOM U UX UearaMu
3apaboTKa Ha IPOIeHTaX, ABJIAIOTCS TOJTHOM ITPOTHUBO-
MTOJIOKHOCTBIO HOBBIX UMMUTPAHTOB U3 CKaHAMHABCKUX
CTPaH U MEePBBIX aHIVIMHCKUX UMMUTPAHTOB, XapaKTe-
PHU3YIONIMXCA AYyXOM eIMHEHUS B OTPOMHOM CTpaHe, r7ie
IIporpecc AOCTUTAETCS B MOTE JIUIIA, a CO3/[aHKe CeMbU
MTPOMCXOUT B YCJIOBUAX MTOYMTAHUA [0Coza v TI00BU
K CBOeH 3eMIJIe.

JlpyruMHu cj10BaMU, HY>KHO IPUHUMAaTh UMMUI'PaH-
TOB C XOpOIIIel KPOBbIO Y HE IPUHUMAaTh MUTPAHTOB C
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TUIOXOU KpOBbI0. HO, yUUTHIBAsA, UYTO KPOBb HE MOXKET
OBITH NMPOAHAJTU3UPOBAHA, YTO MBI MOXKEM C/I€JIATh,
yTOOBI OT/IEIUTH 3epHA OT IuieBen? Hawnyduiuii Bbl-
X0/l — HCII0JIb30BaTh YK€ UMEOIIUMCsA OMbIT. [Ipexae
YeM KTO-TU0OO0 TOJyYUT MMPaBO I'Pa’KJaHCTBA, MBI yiKe
ZIOJDKHBI 3HATh BCE O €ro IMPOUCXOXKEHUU U CEMbE T10
Ty CTOPOHY OKeaHa. Kak? C mmoMol1ibio Jito/iei, KOTopbie
MOIIH OBl paboOTaTh HAa MECTAX, U KOTOPHIE YIKe cervac
B 3TOU CTpaHe HaBeU[AIOT CEMbU U OMPAIIUBAIOT X,
Hccaenysl UICTOPUIO CEMbU U ee WieHOB. UTo KacaerT-
cs1 UCIIOJIHEHUSA T'OCy/JapCTBEHHOTO IIpaBa, TO TYT He
JIOJKHO OBITh COMHEHUH, HE TOJIbKO IIOTOMY, YTO IIPABO
JIUIIIEeHUsT OOJIBIIEr0 — CaMOM JKU3HU — JIeJIaeT IMPUO-
PUTETHBIM IIPABO JIUIIIEHUS MEHbIIIETO — BO3MOXXHOCTH
MIpOU3BeIeHUsA TIOTOMCTBA, a TAKXKe MOTOMY, 4TO [... ce-
rofHA] cTepwin3anusd jJerajabHa [...] B mecTu mraTtax
Coro3a. HeT HUKaKOro COMHEHUS B TOM, 4YTO, €CJIU
OBl CTepUIN3AIUU MTO/BEPrauCh Bce CI1abOyYMHBIE,
SMUWIENTUKH, [...] IPEeCTYITHUKH, TO 3TO MMPUBEJIO OBI K
CHWJIBHOMY COKpAIIIEeHUIO BCET'O IIPUOBIBIIET0 HAaCETeHUS
yepes 25-30 neT»%.

B o61mieMm, /leBeHIOPT HE COMHEBAJICS, YTO UMMHU-
rpanus, B CWIy OIIpe/ie/IeHHBIX FTeHETUYECKUX 3aKOHOB,
MoOIJIa BHECTY M3MeHeHHA B aMepUKaHCKoe 00IIecTBo,
B YaCTHOCTH, B PaCpPOCTPaHeHe IPECTYITHOCTH, BOPOB-
CTBO, CEKCYaJIbHYIO PaCIyllleHHOCTb, KOTOPBIX He ObLIO
y IepBBIX aHIVIMMCKUX UMMUI'PaHTOB. EBrenucruyeckas
nporpaMma JleBeHIopTa, B CyIHOCTH, 3amuiana bAC-
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[ToB — 6eJBIX aHIVIO-CAKCOHCKUX IIPOTECTAaHTOB (BO3-
MOXXHO, €CJTM OBl IIPUIILJIOCH CETOAHS HAaNMCATh KHUTY
Ha 3Ty TeMy, TO OHa Ha3bIBasach Obl «[IpoTecTaHTCcKasa
3THKA U IyX eBreHUKU»). DTHU BeIlY ObUIN HAIVICAHHI B
AMepuke ¥ AHIVIMY 3a0JIT0 0 Pa3sBUTHA Hal3Ma U
HAIMCTCKOM mporpaMmbl 3BTaHaszuu AktionT4. Ho eBre-
HUKAa — 3TO He TOJIbKO Pacu3M, 3/1eCb YMECTHO IIPUBECTH
Zpyryie IpyuMepHI.

[peiam benn
W BPOXIEHHAA ryxoTa

Bpoxx/ieHHas [TyxoTa ObLTa OfHOM 13 IIepBhIX 60JIe3HeH,
MIPU3HAHHBIX HaC/IeZICTBEHHBIMU. [I0HATD 3TO OBLTO He-
npocTo. CyLecTBYIOT pa3inyHble GOPMBI 3TOM O0Ie3HY,
Y TIOTeps CJIyXa MOXKET IMPOMU30UTH TaKXKe B TeUeHUe
’KU3HU U3-3a APyTUX Oose3Heill. B HeKOTOpOH cTerneHn
3TO nMapadu3noNIoruiecKoe ABIeHNe, CBA3aHHOE CO CTa-
peHueM. YacTo BpoX/ieHHaA ITyX0Ta COIPOBOXK/AETCS
JPYTUMHU TeHeTUYeCKUMU 3aboseBanuaMU. HakoHer,
CYIIECTBYIOT JOMHUHAHTHbIe GOPMBI, Ilepealnuecs
HETIOCPEeZICTBEHHO OT IVIyXOT'0 POJUTEJISA, U PEIleCCUBHEIE
bopMmElI, TepeZiatorecs OT IBYX 3/J0POBBIX POAUTENEH,
HocuTesel reHa. Heobxoanumo ObLI0 HAO/MIOAEHYE, T10-
CTOSTHHBIM cOOp ZJaHHBIX U MCCIeloBaHUE GOJBIIOTO
KOJTMYECTBA KJIMHUYECKOT'O MaTepuasa; Bce 3TO ObUIO
BO3MOXKHO, C OZJHOM CTOPOHBHI, 61aroziaps CyIiecTBOBa-
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HUIO YYPEXAEHUH /1A INTyXOHEMBIX, B KOTOPBIX JleJlanach
MIOMBITKA peabWwINTallMU U COITUAIU3allnU, C APYTOn
CTOpOHBI, b6sarogapsa deHoMeny Maprac-Bunbapza, o
KOTOPOM y3Ha/Iy 'eHeTUKU. ITO OCTPOB HANpPOTUB bo-
CTOHA, ABJIAIOIINICA CeTOAHA KUBOIMCHBIM TYPUCTHYE-
ckuM MecToM. Ha Maprac-Bunbapze k koHLy XIX Beka
IIPOIIEHTHOE COOTHOIIEHHE ITyXUX ObU10 mouTH B 20 pa3
BBIIIIE, YEM B CpeZiHEM Ha oCTalbHOU Teppuropuu Co-
efrHeHHBIX [IITaToOB, IOTOMY YTO TaM reHeTHu4YecKas
MyTauus IoJay4YnIa UPOKOe paclpoCTpaHEeHUE U3-3a
neMmorpadudeckoit nzonanuu. Ha Maprac-Bunbsapze
IJIyXOTa He cuuTatach 601e3HbI0, a 00UTaTeNN OCTPOBA
o6Imamrch MeXy coO0i Ha A3bIKE KECTOB.

[Tpobsema TIyXOThl IPUBJIEKIAa BHUMAHUE MHOTUX
€BreHUCTOB ¥ T€HETHUKOB, CTaB MOZE/bIO N3ydYeHU Ha-
crencTBeHHOCTU. Astekcanzp ['petiam besut, Haubosee
M3BECTHBIN KaK n300peTaTesib TeedpoHa, MHOTO paboTast
HaJl TIyXOTOH U ¢ ryxuMu. B 1883 roxy oH omy6:mko-
BaJ BayKHOE 3CCe O BPOXKAEHHOM IMIyXOTe, OCTaBUBILIee
MOIIHBIN cyiefi B eBreHuke?!. e/l BXOAWI B HAyYHBIN
komuTeT sjabopatopuu Cold Spring Harbor, koTopoii
pykoBozaw JleBeHNIOpT, 1 uHcTUTyTa Eugenic Record
Office, cobupaBiero JaHHbIE O CEMbSIX C HAC/I€/ICTBEH-
HBIMM 3a00JIeBaHUSAMU, a 3aTeM ObUI IIpezcesaTeeM
Bropoii MexxayHapozaHoii KoHbepeHIuu o EBrenuke
B 1921 rogy, u, KaK y 060r0 XOpOIIIero eBreHucTa, ero
CY>XI€HHI OCHOBBIBAJIMCh HA yCIIeXaX CEeJIeKIVU KU-
BOTHBIX, UTO SIBJISIETCS IPUPOAHBIM SIBJI€HUEM, a TaKXKe
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IUIOZO0M PabOTHI XKUBOTHOBOZOB. [TociefH1e HAXOAWITI
B OTKPBITHH 3aKOHOB MeH/ie/Is IIPOYHYI0 HayYHYI0 6a3y
ZU1A CBOEH IeATeIbHOCTH, B TO BpeMA KaK eBreHuCT besut
CYHTAJI, YTO Te K€ 3aKOHBbI IPUMEHUMBI U K YeJIOBeKy.
Bosee Toro, UMeHHO NprMep BPOXKAEHHO! IIyXOTHI CIIy-
KW eMy ZloKa3aTeJbCTBOM TOI'O, YTO 3aKOHBI CeJIeKITNU
pacnpocTpaHsAIUCh Ha yesoBeka. Ero 3a60Tuio pacry-
Iee KOJINYeCTBO JIIo/lel, Topa)keHHBIX Pa3InyHbIMU
dbopMamy BpOKAEHHOU ITIyXOThI; OH 3aHUMaJICA IIIy-
OOKMM aHAJIM30M CTATUCTUYECKUX JAHHBIX Pa3INYHbIX
yUpexXJeHUN /i IITyXOHEeMBIX, [I0OKa He IIpulIes K Bbl-
BOZy (0 KOTOPOM MBI y2Ke YIIOMUHAJIN), YTO CYLIEeCTBYIOT
ceMeliHble GOpMBI 3TOrO 3a60eBaHuA. [1aphl Trofel ¢
BPOX/IEHHOM IVIyXOTOU MMeJHU BBICOKYIO BEPOATHOCTD
BOCIIPOM3BECTH JieTel, INTyXUX OT POXKAEHU, B OT/INYNe
OT I1ap, y KOTOPBIX [NTyX0Ta ObLIa IpHOOpeTeHa B TeYeHHe
’KWU3HU, YbU [IeTH POKJAINCh 3J0POBBIMU. besn xoTen
HaWTU 0O'bACHEHNE POCTY KOJTMYECTBA IIyXUX OT POXK/e-
HUA Mofiel, koTopeii Habsozaancsa B CoearHeHHBbIX [Ta-
Tax, ¥ IpUILes K 3aKII04YeHHI0, UTO IPUYKHA 3aBUcesa
OT GOJIBIIOTO KOTMYeCTBa OpPaKoB MeXAy rryxuMu. OH
OCHOBBIBAJICA Ha TOM daKTe, 4TO ITyXOHEeMBIE TIOCEN[AI0T
yYpeX/eHUs, T/ie TIOIy4aloT 00pa3oBaHue U U3y4aloT
cobCTBeHHBIH andaBUT B KyJIbType cypZoMyTu3ma. [iry-
X¥ieé B HEKOTOPOM CMBbICJIe U30JIMPOBAHbI, OHU KUBYT B
CBOEH cpeJie, ¥ 4acTO 3TO CTAHOBUTCA UX OCO3HAHHBIM
BEIOOpOM. [0 CHUX ITOP BeAYTCs CIOPHI O TOM, TZe JJIs
IJTyXOTO JIy4llle 00y4aThCs: CpeZiy TI0ei ¢ HOpMaTbHBIM
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CJIYXOM WJIM B CIIEIIMATM3UPOBAHHBIX yUPEXKAeHUAX. bel-
JIy Ka3aJIoCh OYE€BUIHBIM, YTO [VIyXHe U30JUPOBAHHBIE
JIFOJIY YKEHWJIKCh IPYT Ha JpyTe, TOTOMY YTO OHU POCIH
BMECTE U CYMTA/IN €CTECTBEHHBIM OOIEHHE U COXKUTEIIb-
CTBO C JIFOJIbMU, UMEBIITMMHU TaKYIO Ke TmaToaoruio. Ho
YPOK CEJIEKITUN KUBOTHBIX YIHJI CTOPOHUTHCSA OGPaKoB
MEXK/y TIIyXUMU U3 ITOKOJIEHHS B IIOKOJIEHE, YTO MOIJIO
MIPUBECTH K MTOSIBJIEHUIO OOJIBIIIOTO KOJTMYECTBA IIYXUX
JIFO/IEH, KOTOPOE ObI YBETUYUBAIOCH, TIOCKOIBKY IIyXOTa
He BJIMSET Ha ILUIOZIOBUTOCTh U HE IIPUBOAUT K paHHEM
cmepTHOCTH. besia 3a6otwia 60pbba ¢ 3TUM SBJIEHU-
eM. EMy He HpaBWIach IepCleKTUBA 3allPeTOB OPaKOB
MEXX/Y [IIyXUMH, HECMOTPS Ha TO YTO OH CYMTAJI CBOUM
COITMaIbHBIM JIOJITOM TOBOPHUTD O PHCKE IIPOU3BEAEHUS
Ha CBeT IVIyXUX ZieTeil. Besut mpezaras COKpaTUTh BO3-
MOXKHOCTB TAKHX OPaKOB, a GpaKu CO 3/[0POBBIMHU JIIO/Ib-
MU MTOOIIPsSTh. Heo6X0ANMO OBLTO «pa3baBUTh» OOJIBIIIOE
KOJIMYECTBO TIIYXUX JIFOZIEH, cTapasich He M30JUPOBATh
UX B CIIeIIMaIU3UPOBAHHbIX YIPEXK/IEHUAX, a HA000POT,
MIOMEIIATh UX B IITKOJIbI ZJIS «<HOPMAaJIbHBIX» JiFozieit. Torga
Y HUX YMEHBIIUIACh OBl TATA K PYTUM TIYXUM JIFO/ISIM.
TaxkuM 06pa3oM, CHIXKAJICSI ObI COIMATbHBIN IPY3 9TOTO
SIBJICHUS.

Ho mrane! bena muiu eie ganpiire. EMy Kasaaoch
O4YeBU/HBIM, YTO YAaCTOTA MOABJIEHUA TyXUX AeTel
ObLIa HAMHOT'O BBIIIIE B CEMBSX, T/le YKe ObUIH ciTydau
BPOXX/ZI€EHHOU TJIyXOTHI, AA)XKe €CJIU POAUTENH €0 He
cTpaganu. Pedb et o perieccCuBHOM GpopMe reHeTHde-
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CKOH TJTyXOTBI, HanboJiee BHICOKAsi BEPOSTHOCTh KOTO-
POY IPHUCYTCTBYET V ZIeTeH OT OPAKOB MEXKAY IIyXUMU
OJIM3KUMU KPOBHBIMU POJCTBEHHUKAaMMU. JIOKIa, TIpes-
cTaByieHHBIH Bestom B HarmoHanbHOM akaieMUu HayK
CIIIA B 1883 rozy, n306wIyeT CTaTUCTUYECKUMU JJaHHBI-
MU, OY€Hb XOPOIIIO ITOCTPOEH U apryMeHTUpoBaH. OH
He IpUOeTaeT K A3bIKY EBI€HUCTOB, HE CYUTAET ITTYXUX
JIFOJIbMY HUBIIMMU WIW HECUACTHBIMHY, OITACHBIMU WU
OOJIbHBIMU, U la’Ke OTBepPraeT MofoOHbIe TPeiB3AThIE
cyxzeHus o rayxux. OH He NpejysaraeT U30JIUPOBATh
UX, a PUXOAUT K IPOTUBOIIOJ0KHOMY YMO3aKII4e-
HU10. U BCe e ero scce 4eTKO BIIUCHIBAETCS B €Bre-
HUCTUYECKYIO KOHIeIIINIO, ITOCKOJIbKY OTCTauBaeT
HeoOXO0AMMOCTD COIIMATbHOTO BMEIIaTeThCTBA B ITPaK-
TUKY OpakocoueTaHus. Ero TpeBora eBreHuCTU4€eCKOoro
XapakTepa 3akJiodanaach B TOM, UTO HeXeJaTeTbHbIN
peIeCCUBHBIN MPU3HAK MOXKET PaCIIPOCTPAHUTHCA U
CO3/IaTh MHOXKECTBO TJIYXUX JIFOZIeH, UTO MMpeCTaBseT
yI'PO3Y [JI YeJoBeYeCKOM packi®2.,

Ha MapTac-Bunbsapze nmociegHuil 4eJI0BeK C BPOXK-
JEHHOU IIyX0ToM poawicsa B 1952 rozy. Uto e crocob-
CTBOBAJIO MX MCYE3HOBEHHIO? BO3MOXHO, B KaKOU-TO
CTeNeHU, — KOHell leMorpaduieckoit U30IAIUY U U3-
MEeHHUBIIIeeCs OTHOLIEHME K ABJIEHUI0, KOTOPOT'O MOXKHO
n36exaTh, 0CO3HAHHOE WM HEOCO3HAHHOE NIPUHATHE
€BreHUCTUYEeCKOU MEHTaJIbHOCTU. BO3MOXHO, 3TOT
cJIy4au CTaJsl ,0Ka3aTeJbCTBOM IIPaBOTH besia, ybn
rcciefoBaHuAa peHOMeHa TIYXOTHI IPeBOCXUTUIN
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ujeu, crycTs 6ojiee BeKa CTaBIIMe OCHOBOM ISl TIPO-
bUWIAKTUKY IPYTUX TeHETUYECKUX 3a00meBaHui. Jleit-
CTBUTEBLHO, CETOHS KOHTPOJIb TaIaCCEMUM BO MHOTHX
CTpaHax, B YaCTHOCTU MYCYJIbMaHCKHX, OCHOBaH Ha
MIOMBITKE OTPAHUYUTh OPaKU MEXY e IMHOKPOBHBIMU
pOACTBEHHUKaMU. beJul MOT pacCUUTHIBAaTh TOJBKO Ha
OCBEJOMJIEHHOCTD JIIoZleli 06 UX ceMeHHBIX Hacle/-
CTBEHHBIX 3a00JIeBaHUAX U 0 KDOBHOM pOZICTBeE. JIUIIIb
CITyCTS CTO JIET CTaHET BO3MOXXHOU UAeHTUPUKALIUA
HOCUTeJIeH TeHeTUYEeCKUX 3a00eBaHUuN C IIOMOIIBIO
TECTOB.

Ho 651710 1 TO, yero besut HUKaK He MOT ITpeABU/IETh.
CIIyCTA CTO C IMIIHUM JIET /IBE >KeHIIIUHBI C BPOXKJeHHOU
DJTyXOTOU MOUAYT Ha HEOXKWUJAHHBIU /IJI1 STUKYU reHeTH-
YeCKOM OTBETCTBEHHOCTH ITOCTYIIOK: B TIOTIBITKE 3aBECTU
IJIyXOro pebeHKa OHM MOTPOCAT UCKYCCTBEHHOTO OILIO-
ZIOTBOPEHMS OT MY)KYHHBI-JOHOPA C TAKOH 3Ke O0JIe3HbIO,
WU, KOPPEKTHee BhIPaXKasich, C TeM ke GeHOMEHOM,
MTOTOMY YTO OHU BOBCE HE CYUTAJIU IIYXOTy OOJIE3HBIO,
a paccMaTpUBAJIU €€ KaK OITBIT, IOCTOMHBIN TOTO, YTOOBI
€ro MepexuThL=.

[TpoTuBoCcTOsIHUE ABYX KpailHocTelt — ujesa besa
OT'PaHUYUTD OpaKU MEX/Y IMyXUMU U CTPEMJIEHUE JIBYX
’KEHII[UH UMETh IIIyXoro pebeHKa — CTaBUT psAJ, TpobsieM
mepe/ JI0AbMH, 3a[yMBIBAIOLIVMUCA 00 yCTpaHEHUN
reHeTHYecKUXx 3aboieBaHUN TIOCPEICTBOM IIPOrpaMM
cKpuHUHTa. CTAHOBUTCA Ba)KHBIM JIaTh Ollpe/ieieHre
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aTOM 60Me3HU Wiu peHOMEHY KaK SBJIEHHUI0, He 3aCiIy-
’)KMBaroleMy MecTa B XKM3HU 4yejioBeKa. Majo y Koro
UMEIOTCS COMHEHWUs I10 TTOBOJY HEOOXOAUMOCTH U3-
6eraTh pOXKJEHUs YeT0BEKA, TIOPAKEHHOTO O0JIE3HBIO
['eHTUHITOHA; MHOTHE TIPeATIOWIN OBl HE UMETh Jie-
Tel, O0JIbHBIX TajacceMueri win 6oje3Hbio Tess — Cak-
ca. CeroZiHa OTKPBITHI BO3MOXKHOCTH TIPEAYIIPERAATh
poxzieHre peGeHKa ¢ KUCTO3HBIM Gpribpo3om. [TogobHbIE
60J1e3HU CTAHOBSATCA IPUYNHON paHHEH CMEepPTHOCTH
Y, B aOCOMIOTHOM OOJIBIIMHCTBE CIYYAEB, TSHKETBIX MY-
yeHuil. Ho rze npezen 103BOJIEHHOMY KeJIAaHUIO UMETh
3mopoBoro pebeHka? Kro pelaer, Kakyro JKM3Hb CTOUT
WJIM HE CTOUT IIPOXKUTD? DTOT BHIOOP ZIOKEH TIPUHAZJIE-
’KaTh MHAUBUAY WK o01iecTBYy? CTpagaHue OT 60JIe3Hn
TOXKe SIBJIAETCS MPO06IIeMOM COLMaIbHOTO OZ00pEHMUS.
B HEKOTOPHIX KY/IBTypax JIydllle POAUTHCA [IIyXUM, YeM
*KeHIIMHOM. Ho MOXXHO /1N «KejlaTh» HEMOJHOIIEHHOTO
pebenka? /IBe MaTepH, y KOTOPBIX YK€ €CTh OZ/HA TTyXas
JI0Yb ¥ KOTOpbIe OUITHATBHO 3aABIIN O YKeJJAHUU UMETh
ele OJHOTO TJIyXOro pebGeHKa, BhI3BATU 000peHuUe,
IIOHUMaHMe, a TaKXKe HEKOTOpPOe OCyX/ileHHEe, B TOM
YHCJIE CO CTOPOHBI ITPeCTaBUTEIIEH COOOIECTBA IIYXHUX.
Ho, 1o ux MHeHUI0, ec/Tu 6J1arojaThio SABJISAETCA UMETD
HOPMAJTBHO CJIBIIIAIIETO peGeHKa, TO IIyX0oi peOeHOK —
5TO ele 60/bLIAsA 61aroAarh. [Tog06HOE yTBEpKACHNE
s1 IMYHO, CJIOBO B CJIOBO, CJIBIIIAJ B OZHOU ITyOJTMIHOMN
AUCKYCCUU, TZle OAUH CBATOUN OTell, pernojaBaTeslb
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KaTeXW3Kca, 3asBJISI, YTO «TaKue AeTU (C KUCTO3HBIM
¢16po3oM) — 3T0 O0XKbs OIaTOAATH>.

Takoke Beyut He MOT 3HAaTh, YTO Yepe3 CTO JIET TECT Ha
Ha/IMYMEe T€HOB, SIBJIAIONIUXCSA TPUIMHON BPOXKIEHHON
IJIyXOTHI, OyZIeT TIpeyIaraTbCs U3ParIbCKUMU OpraHaMU
CaHUTAPHO-3MTUEMUYECKOTO Haj30pa coobInecTBam
6eyMHOB, B KOTOPBIX 3TOT (peHOMEH IMIMPOKO PacIpo-
cTpaHeH. Ho kaKoBa MmO3uIIMs COBpEMEHHOM MpodUIak-
TUYeCKON IeHeTUKH 110 OTHOIIEHUIO K HECMEPTENbHBIM
beHOMeHaM, C KOTOPBIMU MOYKHO YKUTh, JaYKe TIPU yIeTe
VX BBICOKOM 001IIeCTBEHHOM CTOMMOCTH, KaK, HalIpUMep,
BpOXKZieHHas ITyxoTa? Mbl He TOBOPUM 00 OZIHOM KOH-
KPETHOM CJIy4ae, B COBPEMEHHOU JUCKYCCUU MTUPOKO
00OCyXJar0TCs U IPYTHe HeCMepTeIbHbIe 3a00/1eBaHUA,
MMeIoIIre BBICOKYIO OOI[eCTBEHHYIO CTOMMOCTD, HO
COBMECTHMBIE ITOYTH C HOPMaJbHOM *KU3HBI0. KakKoB ce-
TOZIHSA IPUEMJIEMBIH TTpeiest MpodUIaKTUKU? KTo mmeeT
MIpaBo pellaTh, KAKUM J0/DKEeH OBITh I'PY3 CTpaJaHui,
KOTOPBIH MBI BITpaBe MepeAaTh OYAYIITUM ITOKOJIEHUSAM,
ele He poAuBIIeMycsi pebeHKy?

3aueM roBopuTh 0060 BceM 3TOM? 3aTeM, YTO JI0-
6as mporpamma, KoTopas IpUBOJUT K FreHeTUYeCKOMY
BMellaTeJIbCTBY B HaceJIeHHUe, OT MOMEHTA IIpoBaja
€BreHUKU U B JajbHeNIIeM, J0/DKHA CPaBHUBATHCA C
€BreHUKOMU. 11 eciii HayyHble OCHOBBI €BI€HUKH KOHIIA
JIeBATHA/IIATOTO U IBAJIIATOTO BEKOB OBLIN XPYIIKUMU,
TO CErOfiHA CYIECTBYIOT TEXHUYE€CKUE NHCTPYMEHTHI I
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peanu3anuy eBreHrMcTudeckou neu. [1o kpaiiHei Mmepe,
B ee HeraTUBHOMU YaCTH, TI0/] KOTOPOM ITopa3yMeBaroTCs
MeEPHI 110 YCTPAHEHUIO OTIpe/ie/IEeHHBIX T€eHETUYEeCKUX
MIPU3HAKOB y YesJoBeyeckoro poza. HeraTtuBHas eBre-
HYKAa IIPOTUBOIOCTABAETCSA MTO3UTUBHOMN eBreHuKe,
KOTOpasi, HA0O6OPOT, IIoZpa3yMeBaeT OTOOP U epefady
MPU3HAKOB, CIYUTAIOIUXCSA MOJOXKUTETbHBIMHU, TUOO
BHe/IpeHUE «KeJlaTeJIbHbIX» TeHOB B TeHeTUYeCcKoe Ha-
cylezivie YyesioBeKa. JTa uzes yxke He U3 001acTH HayYHOU
daHTacTUKM, yYUTHIBAsA MepBble yCIIeXy reHHOM Tepa-
nuu. VicTopruiecKuM MPpUMEPOM MOXKET IOCTYKUTh TO,
YTO HAILUCTHI XOTEJIU YCTPAHUTH I'PYTIITHI U HAPOJHOCTH,
ABJAIOIINECA HOCUTEIAMU HeraTUBHBIX TeHeTUUYEeCKUX
MIPU3HAKOB, TAKUX KaK eBpeu, LibiraHe, JIOAU C MaJlb-
dbopmarusaMu WiIu MCUXUIECKUMU PacCTPONCTBAMU.
OHM TaKKe IUITAaHUPOBAJIU CEIEKITMOHUPOBATh APUIMCKYIO
pacy, CWIbHYI0, TeHeTU4YeCKH H/iealbHyt0. /IJI 3TOro OHU
yOMBaMU OHUX U CIIOCOOCTBOBAIM BOCITPOU3BO/ICTBY
JPYTHUX.

A cerogua? CerofHa Mbl U3YYUIU I€HETUYECKUE
MYyTalllH, BbI3bIBAIOIIYE ITOUYTH BCE MOHOTEHHBIE 3200-
yneBaHUsA. TeXHONIOTUYECKUH TTporpecc obelaeT mep-
CIIEKTUBY UJEHTUDHUKAIIUU C CAMOTO POXKAEHUS CIOXK-
HBIX T€EHETUYECKUX CBS3EM, KOTOPBIE CIIOCOOCTBYIOT
IePBBIM IIPOABJIEHUAM MIaTOJOTNYECKUX IIPU3HAKOB,
00yC/IOBTMBAaeMBbIX HECKOJBKUMU reHaMu. Peub ujer
HEe TOJIbKO O FTeHeTHYeCKOM 3a00jIeBaHUHU, HO U O TeHe-
TUYECKOM «PUCKE», KOTOPBIM MOXXET OBITh CBEZIEH He K
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oIpe/ie/IeHHOMY M3MeHeHUIo (MyTalllii) OJHOTO I'eHa,
a K CJIO)KHOMY B3aMMOZEHCTBUIO MEX/Y MPOAYKTaMU
J1eITeJIbHOCTU MHOXKeCTBa I'eHOB.

Yro KacaeTcs TeEMbI ]AHHOW KHUTH, TO BCE 3TO MOTJIO
OBI OBITH MTpeICKa3aHoO MTOCPEACTBOM aHa/M3a reHOB
MTOJIHOCTBIO 3/I0POBBIX JIFOJIEN, HE 3HAIOLIUX O TOM, YTO
OHU SIBJIAIOTCA HOCUTEIAMU reHeTUUYecKUX JedeKToB,
KOTOpPBIE MOTYT IlepeZiaThCA AeTsAM. JTa mpobieMa 3Ha-
YUTEJbHO BO3PaCTaEeT, IOTOMY YTO MOTYT OBITH BBISAB-
JIEHBI 3/I0POBBIEe HOCUTENH PEeleCCUBHBIX O0e3HEH,
MIPOABJIAIOLUINXCA ¥ leTel ABOUX HOCUTeNel; a MOTyT
OBITH BBIBJIEHBI TAK)KE 3ZI0POBbIE HOCUTEIU T€HETH-
YecKux 3a001eBaHUM, MPOSBIAIONIUXCSA TIOCTEIEHHO
B TeUeHUe KU3HU, NHOT/Ia B MTO3/JHEM BO3pacTe, KakK
60s1e3Hb [€HTUHT' TOHA, WY KaK OTIpe/ieIeHHbIe pOPMBI
paka, B YaCTHOCTU, HEKOTOPOE TUIIBI OITyX0JIel IPyAu.
['paHUIIBI TEHETUKY OXBATHIBAIOT, B TOM YMCJIe, ICUXU-
yecKre 3a001eBaHuA, IS KOTOPHIX T€ YK€ MeIUIIMHCKUE
oTpezieJIeHUs MOTYT 3aBUCETh OT TEOPETUYECKUX KOH-
IENIUH M YacTO He IMOMa/aroT 1Mo/, KaacCuUKaIuio,
MIPUHATYIO B HAYYHOU cpejie.

Bbiarogapst 3Toi cnocoOHOCTU TTPeABUAEHUS YeJlo-
BEYECTBO OBICTPO OCO3HAJIO BO3MOXKHOCTH YIIPaBJISTh
cOOCTBEHHOI 5BOJIIOLIMEH. 3a HECKOJIBKO JIET AVICTOIIH-
YyecKue Mpesicka3aHus eBreHNCTOB CTAIM PeaIbHOCTHIO,
TOX0/T K KOTOPOU BO3MOXKEH JIUIITh TPU HAJTMYUH ITPOY-
HOU Hay4YHOU 6a3bl. [ToABWINCH HOBbIE Hay4YHbIE JIHC-
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I[UTUTUHBI, TPUMEHseMbIE K OHOMY YeJIOBEKY, K ITapam
WY K IeJIBIM TPYIIIIaM WK HapoaaM. biarogaps aTum
JUCITUTUTMHAM IIyTEM OCYIIECTBIEHUS ITPOrpaMM, Hava-
TBHIX B KOHIIe 1970-X rozioB, ObL1a ycTpaHeHa TalacCceMUs
B paiioHax, Iie OHa HOCWIa dHAEeMUYEeCKUU XxapakKTep.
CerofiHs OTKPBIBAIOTCA ellfe Oosiee IMUPOKUE TIEPCIIeKTH-
BBI: AaHAJIOTMYHBIM 00pa30M MOXKHO YCTPAHUTB JAE€CATKU
apyrux 3aboseBaHui. U, KakK yKe TOBOPWIOCH PaHee,
MBI MOTJTY OBbI TOWTH JaJIbIIIE.



2. cyesatowwme
3a00/1eBaHUA

[lapagurma Tanaccemuu

VicTopusa TasacceMuu ABIAETCA MapaZUurMoy colrab-
HOT'0 MHTEepeca K TeHeTHYeCKUM 3a00ieBaHUsIM. DTa
3axBaThIBalolasa 6rosorudeckas, MeJUIIMHCKasA, COLIU-
aJpHasA M aHTPOIOJIOTUYECKass UCTOPUsA. DTa 6OIe3Hb
o0ycIoBJIeHa MyTallUAMU, TPOUCXOAAIINMHU B I1€JIOM
KOMIUIEKCE I'eHOB, PeryJIPYIOLINX CUHTe3 FeMOIVIOOMHa,
IIPOTENHA, COZieprKalllerocs B 3pUTPOLIUTaX, KOTOPBIH 1o-
3BOJISIET IEPEHOCUTD KUCJIOPOZ K TKaHAM. DPUTPOLUTHI
OBICTPO Pa3pyIIAIOTCA C TAKENBIMU MOCTECTBUAMMU /IS
MHOT'MX OPT'aHOB.

Tanaccemusa — zApeBHAA 60ye3Hb. CUUTAETCA, YTO
reHeTHUYecKre MyTal[U¥ MOSBWINCH HE3aBUCUMO U B
pa3Hoe BpeMs Y pa3HbIX HapoJOB, HO TOJbKO Yy HEKO-
TOPBIX I'PYIIII JIFOZiel 60/Ie3Hb ZOCTUTIA HAUOOIBIIETO
pacmpoctpaHeHus. Ee reorpadudeckoe pacrnpocTpa-
HeHMe HOCUT 0COOEHHBIN XapaKTep, U YTOOBI OIMCATh
€ro, UCIIOJIb3YIOT MTOHATHE «II0sca TajJacceMum». Kak
U pyTue reHeTH4YecKue 3aboseBaHusA, TalacceMusa
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ObUTa TPU3HAHA TAKOBOM TOJBKO B XX BeKe, a TOUYHEE,
B 1925 amepukaHneM Kynu (oHa Takke U3BeCTHA Kak
anemus Kynn). Tem He MeHee, OHa CyllieCcTBOBaJsa IaBHO,
Y YaCTOTHOCTB 3a00JIeBaHUA €10 He Obla BHICOKOU, HO
paHbIIle YMUPAJIH I10 IPYTUM IPUIUHAM: OT SITUAEMUH,
OT TOJIoZa, OT Heypoxkas. [Tocse 6aKTepUOTOTHIECKOM
peBoJItolNY, B Hauasie XX Beka, KpyIHble dNuieMuye-
ckre HGEKIIMOHHbIe 3a00IeBaHNA Hayald UCYe3aTh,
U B TeyeHHe XX BeKa CUJIbHO COKpaTWIach JeTCKas
CMEepPTHOCTb, CBSI3aHHAsA B OCHOBHOM C MH}EKIUAMU
U HeploeZlaHueM. VICTOpUYecKy TTOHATHE «IIaTOI[eH03a»,
BBeZIeHHOE UCTOPUKOM MeAuLMHBI Mupko I'pmekom,
HCIIOJIb30BAJIOCh B CBA3U C YTBEPXKAEHUEM O TOM, YTO
HMCYEe3HOBEHUE CePhe3HBIX NMHOEKIIMOHHBIX SITHU/EMU-
yeckux Oosie3Hel, 6arogapsi pa3BUTHIO COITUATBLHOMU
TUTHEHb], BAKIIMHAIINY ¥ aHTUOMOTHKAM, TIO3BOJIHIO T'e-
HETUYECKUM 3a00JIeBaHUAM «OOHAPYKUTD ce0s1». TOIBKO
KOTI/Ia COKPATWIOCh PACIIPOCTPaHEeHUE U CMEPTHOCTH OT
Xosiephl WK Tybepkyne3a B CpeZm3zeMHOMOpPbe, OOHa-
PYKWJINCH CyIIIeCTBOBAHWE M YaCTOTA HACIeICTBEHHBIX
3a00J1eBaHUH, TOPAXKAIOIIUX KPOBb, U IPYTHUX CMEPTEJIb-
HBIX TeHETYECKUX 3200J1eBaHU, KOTOPBIE MPOSIBIISIINCEH
B PaHHEM JIETCTBE.

Y>Ke 13 TTepBbIX ONTUCAHUM, TPUHAJIEKAIINX B O0JIb-
IIMHCTBE CBOEM aMEPUKAHCKUM UCCIe[OBATENAM, YeT-
KO IIPOCJIeKMBAIOCh reorpadpuieckoe IPOUCXOXKAeHNE
TajacceMUH, KOTOpas HOCWla Ha3BaHUe cpeJiu3eM-
HOMOPCKOH aHeMuU. PacpocTpaHeHue TajlacceMUUn
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B MUpe Ka)KeTcA He IPOCTO JTIOOOMBITHEIM GaKTOM:
CUMTAETCSA, YTO OHO 3aBUCUT OT OCOOBIX OHOJIOTHYe-
CKUX ycioBuH. «TajacceMuyeckre» 3pUTPOLIUTHI, B TOM
qucyie y HOCUTeNA, 0COOEHHO YCTOMYUBEI K MaJIAPUH.
B paiioHax, rae pacupocTpaHeHa mansapusa — a Cpe-
JI13eMHOMOpbe ObLIO TAKOBBIM BO BTOPOM IOJIOBUHE
XX Beka, — HOCHUTEeJNb TaJacCeMUU UMeJl «CeJeKIIU-
OHHOEe» IIPEeUMYILeCTBO, TO €CTh OH Jierdye IMepeHOCUI
nHdeknuo Mansapunut. Takol ecTeCTBEHHBIN OTOOP
IIpYBeJI K TOMY, 4YTO Y HEKOTOPBIX HApOZ 0B TalacCeMUs
cTajia HOCUTh SH/IeMUYEeCKUHN XapaKTep U YBeJININIOCh
KOJIM4YeCTBO ee HOCUTeseH.

VicTropudecku TamacceMus ObLIa mepBbIM 3aboste-
BaHUEM, B CJIy4ae KOTOPOT'O MOXKHO OINpe/eeHHO
TOBOPUTH O €Br€HUCTUIECKON COIMAIbHOU MOJIENH,
U ujes ee TpoQUIAKTUKHU ke TPeIIecTBOBasa uzee
0 BO3MOXKHOCTHU ee jedeHus. [0 Tex mop, moka He
MOHSUIM, YTO MHOTOKPATHOE IepeIBaHue KPOBU MO-
’KET CKOPPEKTUPOBATh aHEMHUIO U MPOJJIUTH KU3Hb
60bHBIM, TasacceMusi GblIa U3BECTHA KaK OOJIe3Hb,
OBICTPO NpUBOAsAIIAs K cMepTH. Ho mepenuBanue —
ZIOPOTOCTOAIAsA POLleypa, TpeOyromas crenaabHbIX
ycnoBuii. Heo6X0ANMO cO34aTh LENYI0 CETh IIEHTPOB
HepeUBaHus, OCYIIECTBIAIONUX 3a60p, KOHTPOJIb U
pacmnpezeneHre KpoBU. Kak 3To HU mapaZioKCaIbHO,
nepeMBaHus MOBHIIIAIOT MOTPEGHOCTH B KPOBH, TIOTO-
My 4TO GOJIbHBIE KUBYT A0ble. KpoMe Toro, 6p1Baiu
Y cepbe3HbIe MOC/IECTBYUSA, U UMEHHO ISl yCTPaHEHUS



58 [bABONbCKNIA FeH

yuiepba oT nepesrBaHuA He0O6X0AUMO OBUIO JTIeUeHHe,
KOTOPOE CTaJI0 JOCTYIIHBIM TOJIBbKO B 1970-X rogax, HO
€ro CTOMMOCTb ObLIa HACTOJIBKO BBICOKA, UYTO HEKOTOPHIE
CTpaHsl, I7Zie 60e3Hb HOCHIA Hanbosiee BEIpaKeHHBIN
3H/EMUYeCcKU XapaKTep, IPOCTO He MOIJIU cebe 3TOro
mo3BoUTh. TakoBa cyZbb6a MHOTHUX TeHETUYeCKHUX 3a-
6oneBaHuil. CTOMMOCTD JIeYeHUA NTPeZICTaBIAET TAKYIO
bHHAHCOBYIO HAaTPy3Ky, KOTOPYIO CAHUTaPHbIE CHCTEMbI
IIPOCTO He B COCTOSTHUU BBIHECTH, I03TOMY OHA 100aBJIA-
€TCA K CTOMMOCTH 4eJIOBEYEeCKOM XKMU3HU. 3aKaHIMBAETCA
TeM, YTO BBICOKAs CTOMMOCTb JIEYeHUA CTAHOBUTCA OJHUM
13 apryMeHTOB B N0JIb3Y IPOQUIAKTUKH, TO €CTh CHU-
’KEHUA POXKJAaeMOCTH OOTBHBIX JIOEH.

[ToBBIIIIEHHIO BEKUBAEMOCTH OOILHBIX TalacCeEMUEH
CIIocoO6CTBOBAJIO TaK)Ke MOSBIEHHE CIIeUalu3npo-
BaHHBIX [IeHTPOB. Mozens, caoxusuadaca B Mranuu,
B/IOXHOBWJIA 3aTeM Jpyrue CTpaHbl U ObLIA aZalTH-
pOBaHa U /ISl APYTUX TeHETUYEeCKUX 3a00IeBaHUH.
B03MOXXHO, KJIMHUKMU AJI SIIWIENITUKOB BOCEMHA/IIA-
TOTO BeKa OBLIU MPOTOTUIIOM JieueOHBIX 3aBeIeHUH,
CIenUaTu3nuPYyIONUXCcs Ha KaKOW-TO OAHOM O0JIe3HH,
HO TOT/Ia peyb IIJIa O MOZETH UCKIFOYEHUS, UTO OJIVIKE
K IICUXUATPU4YeCKOM KJIMHUKE, a He K MOZIeJI JIeYeHHU .
HecMmoTpsa Ha CBOIO pacnpoOCTPaHEHHOCTh, T'€HETU-
yeckre 3a00/ieBaHUA OCTAIOTCSA PEAKUMU, U IJIST UX
JleYeHUs UCIIOIb3yeTCss HeKUH Habop MeAUIIMHCKUX U
Hay4YHBIX 3HaHUH. LIeHTpHI 7151 O0TbHBIX TaJlacCeEMUEN
B MTasuu BHITTOTHWIN O0Jee JajeKo UAynue 3aJadu,
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HeXXeJIW MPOoCTO JiedeHre. OHU JOKHBI OBLIU OIpe-
JIeJIUTh MacCIITabbl TPOOIEMBI, IPOBECTU SITUAEMUO-
JIOTUYECKHE UCCIeJOBAaHUA, YCTAHOBUTh HOCUTEJIEN,
MIPOCTUMY/IHUPOBATh UHGOPMUPOBAHUE O CPEAU3EM-
HOMOPCKOU aHEMUH, O ee Iepeziavye, HayaTh MPOIECC
«pacCIpoCTpaHeHUsA TeHETUYECKON IPaMOTHOCTH» Ha-
ceJIeHUSI, KOTOPOE B 3TOM /IeHCTBUTENBHO HYK/JaI0Ch.
[Tpunuio moHUMaHUe HeOOXOAUMOCTH B CITeI[UaTHU3H-
POBAHHBIX I[EHTPAX, KOTOPHIE IPUHSLIN OBl Ha cebs1 Bce
3TU QYHKIINH, a He OTPAaHUYHBAJINCh OB OTHUM TOJIBKO
obJyileryeHrEeM CTpaJaHUM OOJBbHBIX, COITPOBOXKAAS UX
K HEOTBPaTUMOM CMEPTH.

LleHTpbl MUKpoLMTO3a B UTanuu

Credano KaHanu B OfHOU U3 CBOUX KHUT U B CTaThe,
HaNMCaHHOM coBMecTHO ¢ /xuibbepTo Kopbemmmuu®
OITyOJIMKOBAJ UICTOPUYECKUH aHa/In3 60pbOHI C Tasacce-
Muel B Mtanuu, nofluepkHyB posib O1uno CUIbBECTPOHU
u Vaet Beanko. Cama BraHK0? H3zana yBaeKaTelbHYIO
npodeccroHaNTbHYIO U NHTE/UIEKTyaIbHYI0 brorpaduio,
B KOTOPOU paccKasasia o ee ¢ My>KeM IeTeJIbHOCTHU, Ha-
YUHAaA C IEPBOU, CIy4aiiHOU BCTPeYU C MUKPOIIMTO30M
[0 3NNAJEeMHUOJIOTMYECKUX UCCIel0BaHUN U NUHTYUTUB-
HOT'O OCO3HAHUA BO3MOXKHOCTHU €ro MPOPUIAKTHUKH.
Bo3M0XHO, IMEHHO UM MBI 00s3aHBI ITIepBOY YeTKOMN
AE€MOHCTpAallel, C Pa3BEPHYTHIMU 3MIUAEMUOIOTAYe-
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CKMMH HCCIe[0BAaHUAMHM, TOr'0, YTO TaJACCEMUs, O4e-
BU/THOE U TsDKeJIoe 3abojieBaHue, FreHeTUYeCKU CB3aHa
C MUKPOLIUTO30M, fABlIeHHeM 6e3 CHMIITOMOB, KOTOphIE
OB XapaKTepu30BaIu HocUTessA. FIMeHHO OHM crioco0-
CTBOBQJIY YJIYYIIEHUIO U PacIPOCTPaHEHUIO AUarHO-
CTUYECKOTO MeTO/a, II03BOJIABLIEr0 NeHTUGUIIUPO-
BaTh JIoZel, 6OIBHBIX MUKPOIIUTO30M, ¥ IIPOBOJVIII
mepBble BHeJIabopaToOpHbIe NCCIe0BAHNUA, OTBICKUBAS
HOCHTeJIel Y Hapo/Z0B, HACEIAIOUINUX T€ PErUOHBI, I7e
TaJIacCEMUA HOCWIA SHAEMUYEeCKUU XapakTep: BJlanuo,
B esibre peku [1o, Ha Cuipinn. BeaHko v CWIbBECTPOHU
YeTKO OIMCaIU SNIUEMHUOJIOTHIO HocuTesel B ViTanuu,
OoTMeuasd, YTO B HEKOTOPBIX palilOHaX OHU COCTaBJIAIN
20% nHacesnenua. OHU JOBOJBHO PaHO IPUILLIU K IIO-
HMMaHUIO TOTO, YTO YCTPAHUTh TaJTaCCEMUIO MOXXHO
IIOCPEZCTBOM PaCllO3HABAHUA €€ HOCUTENEU, U YTO ITO
JIOJDKHO TIPOUICXOZIUTH B MOJIOZIOM, I0OPavYHOM BO3PacCTe;
OHU OPraHM30BbIBAIM KaMIIaHUY IO NHGOPMUPOBAHMUIO,
MPOBOAWIN JUArHOCTHYeCcKHe 00cie[oBaHUA MOJIO-
JIBIX JIFO/IE IIKOJIBHOTO Bo3pacTa. TakuM obpa3om, Bce
MOIVIH OBbI 3HAaTh O CBOEM COCTOSIHUU U O PUCKe IIPOK3-
BecTU OOJBHBIX ZleTel, a 32 3TUM MOT OBI II0C/IeZIOBaTh
OCO3HAHHBIN PENPOAYKTUBHBIA BEIOOP. CHIIBBECTPOHH
1 BAHKO 3a[yMBIBaIMCh O IPOBEIEHUHN UCCIeIOBAHUN
C y4acTUeM IO POCTKOB-IIKOJIbHUKOB.

B ToT mepuoz, Korza 3ates 6pu1a chopMynaupoBa-
Ha — 9T0 66UTH 1950-€ ToZ[bl, — OHA MMeJIa TIOTMYecKoe
ob6BsicHeHMe. CHcTeMa IIKOJIBHOTO 00pa30BaHUS PACIIN-
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psiIach, IITKOJIa KOHIIEHTPUPOBAJIa U fiejiajia IoOCTYITHON
OOJIBIITYIO YaCTh HaceJIeHu s, IKOJIbHOE PYKOBOJCTBO U
MeCTHbIE 3/[IMUHUCTPATUBHBIE OPraHbl MOIVIU ObITh 3aHH-
TepecoBaHbI B KOHTPOJIE 3a00/IeBaHUsA, KOTOPOE TSIKEIO
opaskasio ux Treppuropuro. [1kosa nmpeacTapisgeT coboi
HjeasbHOE MeCTO it UHGOPMALIMOHHOM U 06pa3oBa-
TeJIbHOU AeATeNbHOCTU. OHA MO3BOJISET MEPENUTHU T10
IIEIIOYKE OT BBIABJICHHBIX B HEM HOCUTEJNEH O0JIe3HU K
UX CEMbSIM, T/le C BBICOKOU /I0JIel BEPOATHOCTU MOTYT
OBITH HaWIEHbI U IPYTHEe HOCUTENH, U 3TO MO3BOJISET
pPaCIIMPUTh 00JIaCTh UCCAEJOBAHUI C BAXXHBIMHU /IS
3MUIEMUOJIOTUY Pe3y/IbTaTaMU.

TecT, nconb3yemsiii CuibBeCTPOHE U BbAHKO, OBLT
ZIOBOJIBHO IIPOCTHIM, BOCIIPOU3BOAMMBIM U IIPEKPACHO
MOXO WL JI/II UCII0JIb30BAHUA B MIMPOKOMACIITAb-
HOU ITporpaMMe HCC/IeZJOBAaHUSA BO BHEIaO0PaTOPHBIX
ycnoBUAX. JleATebHOCTh 3TUX YUYeHBIX Obla obpa-
3oBaTenbHOU. VX akazeMudeckas Kapbepa He CKJa-
AbIBaJacb, OHU IIOCTOAHHO CIIOPUIU C MeAVKaMU U3
WUTaTbAHCKOU YHUBEPCUTETCKOM CpeZibl, B KOTOPYIO OHU
HUKOT/IA TaK U He ObLIN IPUHATHL. TeM He MeHee, OHI
Halll/IU [IpU3HaHWeE U IIOJJEePXKKY B JIULle TUT'MeHUCTa
1 YHUBEPCUTETCKOI'O Ipernogasarens Burropuo Ilys-
TOHU, KOTOPBIH IIPeJIOKII UM MeCTO B COOCTBEHHOM
y4eOHOM 3aBe/leHUH, KOT/[a OHU OBLIU BBIHYK/EHBI
IIOKUHYTb MEAVLIMHCKYIO KJIMHUKY B PuMme, U ceirpas
Ba)XXHYIO POJIb B IIOJlydeHUU QUHAHCOBOU MO/AEePXKKHU
CO CTOPOHBI BepX0OBHOI'0 KOMKccapuaTa I1o CAHUTapuu
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U rurveHe (B Te BpeMeHa MUHUCTEPCTBO 3paBOOX-
paHeHud VTanuu emle He ObUIO yUpeX/JeHo). 3aTeM,
B 1954 ropay, nociesosao npusHaHue taabaHCKOro
LIeHTpa MUKPOIIUTO3A.

Bricokasd orjeHka uzieri CuibBecTpoHe U BbAHKO Tu-
TMEHHCTOM UT'PAET ONpeZesIAoIyI0 Pojb. Jleso B ToM,
yT0 $yHKIMA KoMuccapuaTa 1o rurreHe COOTBETCTBYeT
CHCTeMe roCyZapCTBEHHOI'0 3[paBOOXPAaHEHU U IIpo-
ncxoauT oT CaHUTAPHOU MHCIIEKIIUH, CyIeCTBOBAB-
meit B XVIII Beke. [ToaToMy IoKasaTe/lbHBIM ABJIAET-
cs TOT GaKT, YTO IEPBBIN LIEeHTP MUKPOILIUTO3a Havyasl
bYHKIIMOHMPOBATh IIPXU MHCTUTYTE, 3aHUMaBIIeMCs
CaHUTAPHOU MOJUTHUKOH, a He IIPU YUPEeKJeHUU KIU-
HUYEeCKOU MeAUIMHBI, K KOTOPOMY TOIZ]Ja OTHOCUJIOCH
HallpaBJIeHUe reMaToJIOTUH. TakKe UMeeT 3HaYeHue
Y TO, YTO M3yYeHHe TajacceMuu He ObUIO IIOMEIeHO
B pamku reHetuku. ®akt cosganus llenrpa CunbBe-
CTpOHE U BbAHKO ollpezensaeT Hadyalo UTATbAHCKOIO
OTBITA U IEMOHCTPUPYET OOIIUPHOCTH IMOJyIeHHBIX
ITIOJTHOMOYMH, KOTOPBI€ 3aK/II0YaINCh B KOMIUIEKCHOM
M3y4eHN!U 3a00IeBaHUA: OT HAyYHBIX UCCIeZIOBAHUH /10
JiedeHus OOJMBbHBIX, OT SMUJEMHUOJIOTUY J0 MPOdUIaK-
TUYECKUX IIPOTPaMM U FeHeTUYeCKOM KOHCYJIbTallHU.
B03MOXHO, IMEHHO TaKOH, eINHBIH 1ToAX07 K 60pbbe ¢
6071e3HBIO OOBACHAET UX ycIex. [IoToMy 4To, HeCMOTPS
Ha THICAYY TPYAHOCTEH, C KOTOPBIMU OHU CTOJIKHYJINCh
Y KOTOpBIE ITOZIPOOHO OIMKCAaHBI B KHUTe BbAHKO, OHU
ZOOMTHCH yCIlexa; IOCTUTHYThIN Pe3y/IbTaT U3MepseTcs
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MOTEHIINATBHBIM MCUe3HOBEHHEM OOJIE3HU B TEX MECTAX,
r7e oHa ObUTa Hanbosiee pacpocTpaHeHa.

37ech BCTaeT BOIPOC, K KOTOPOMY MBI €lile HEOJHO-
KpaTHO BEPHEMCS: HAaCKOJbKO B Hallle BpeMsI BBICOK
00IleCTBEHHBIN MHTEPEC K TPObJIeMe YCTpaHEHUS TOTO
WX WHOTO TeHeTu4YecKoro 3aboneBanusa? Co3zpaHue
MEeIUIIMHCKUX OTJEeJEeHUH, CIIeNNaaIn3UPYyIOIINXCca Ha
JIVarHOCTHUKE U JIEYEHUHU, WIN UCCIIEN0BATENbCKUX IE€H-
TPOB B 00J1aCTH T€HETUKHU He BeZIET HEITOCPEACTBEHHO K
npodrIakTHUKe; OHO, CKOpee, HallpaBJIeHO Ha OKa3aHue
TIOMOIIIY U Ha GMoJIorYecKye ucciaeoBanust. OTKPBITHE
B Pume lleHTpa MUKpOLIMTO3a, HAOOOPOT, BEIpAXKAJIO
MTOJIUTUYECKOE CTPEMJIEHNE K TPOPIIAKTHKE U 0OIIIe-
CTBEHHBIM MHTEPEC K yCTPaHEHUIO TaJacceMuu. BaxkHoe
Hacseave, Koropoe CHIbBECTPOHU M BbSHKO 3a/IOXKIIH
B 3apOXKJAABUINICSI UHCTUTYT, ObLIO MIPEACTABIEHO UX
JIUYHBIM OIBITOM, ITOE3JKaMH B IIOMCKAX HOCUTEJEN
3abosieBaHUs B paOHBI €T0 HaubOoJIbIIETO pacipo-
CTpaHeHUs. 3aTeM TaKHe LEHTPBI CTAT MHOXKUTHCS;
B MTannu UX KOJTUIECTBO AOCTHUTJIO IIIECTHAAIIATH, OHU
BBITIOJHSJIN MEAUIIMHCKUE U COI[UANbHbIe QYHKI[UU
C LeTbI0 THGOPMUPOBAHUS HACENEHUA O MOJ00HOM
T€HETUYECKOM SIBJIEHUM U MTPOPWIAKTUKU POKIEHUS
JIIOZIEH C TAYKEJIBIMU 3a00JIeBaHUAMMU.

[Tosxe B MTanuu, KoTopasd Hadasa OCyleCTBJIATD 3Ty
BA)KHYIO MHUIIMATHUBY, lepeada GyHKIMHN 3[paBooxpa-
HEHUA B KOMIIETEHI[HIO PerMOHOB IIpUBea K pobiie-
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HUIO Leneil. HainoHanbHada MOIUTHKA B OTHOLIEHUU
TajacceMuu OOJIbIIIe He BeJlach, B HEKOTOPBIX peruoHax
IEHTPBI KCYE3JTH WY OBUIH TTOTJIOMIEHBI APYTUMU cde-
pamu yoIyT. JIUIb B HEKOTOPBIX paiioHaX KaMITaHUs 110
yCcTpaHeHUIo 60JIe3HY MMPOZAOJIKIIA CBOE CYIIECTBOBA-
HHe KaK O/lHa U3 Iiejiell CUCTeMBI I'OCy/[apCTBEHHOTO
3paBOOXpaHeHU .

LIeHTp MUKPOILIMTO3a B PMe 10 CHX ITOP MPO/0DKAET
BECTH CBOIO CTPATETHIO U ellle TPOBOAUT MHOpMaIH-
OHHbIE KAaMITAaHUU B IITKOJIaX, OylyYr YBEPEHHBIM B TOM,
YTO OCO3HAHUE cebs1 HocuTeneM 3a00eBaHusA, MyCTh
Jla’ke 3a/I0JTr0 0 HACTyIUIeHUsA 6pavyHOTo BO3pacTa,
MOXXET BJIUATH B OyZAyIIeM Ha pelleHusi, CBA3aHHbBIE C
pOoXKZeHueM fieTeit. Takast cTpaTerusi Mo3BOJISET BEISIBUTD
60JIbIIIOE KOJIMYECTBO «3Z0POBBIX HOCUTEJEH», HO HE
BeJIeT K CTPeMUTENbHOMY CHIDKEHUIO 3a00/1eBaeMOCTH.
Ona Bo3bIMeeT cBOM 3ddeKT, JIUIIb KOTZa MOJIOZEKb
JIOCTUTHET BO3pacTa, B KOTOPOM ITepe/] Hel BCTaHeT BO-
MIpOC O IOTOMCTBE. B aTOM acnekTe nzess CWIbBECTPOHU
BCer/la MPOTUBOITOCTABJISUIACH KEJTAHUAM TeX, KTO XOTe
JIOCTHUYb ObICTpOTO 3 deKTa?.

Jlpyroii moaxoz Habonancsa Ha CapAUHUY, T/ie cTpa-
Terusd, IpUMeHeHHasd IPyNIoN y4eHbIX u3 Kanbapu Bo
miase ¢ AHTOHKO Kao, mosny4usna pe3ynbTaTsl, KOTOpbIe
BOIIJIY B MUPOBYIO HAYYHYIO JIMTEPATYPY U 0 CUX IIOD
MHoOTro IuTHupytorcsa. Ha CapauHuu ctpaTerus Oblia
HallpaBJIeHa Ha B3POCJIBIX JIIoZlell — Ha Iapsl U Ha 6epe-
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MEHHBIX KeHIIMH. Ha HauaIbHBIX 3Talax, ONUCaHHbIX B
1981 rogy B oiHOM Hay4YHOM XXypHaJjie O F'eHeTUKE, OHa
IIpUMeHsIach B Heb6ombunx koMmMmyHax (IlumeHTeND,
Camaccu, Ceppenrtu, Camaruau, Cappok, Butauuzpo,
Certumo-CaH-ITbeTpo). OpraHu30BBIBAIUCH COOpaHUS
C HaceJeHUueM, MECTHBIMU IPakKJJaHCKUMU U PEJIUTU-
O3HBIMU BJIACTSMU, MeJUKaMU, TpodcorozaMu, paboT-
HUKaMU COIIMAJIBHBIX CIYKO, B XOZle KOTOPBIX JIFOZei
MHPOPMUPOBAJIM O IporpaMMe CKpUHUHTA, TO €CTh O
BO3MOXXHOCTH NIPeIBU/IETh YI'PO3y TaJIaCCEMUU I10Cpe/-
CTBOM TE€CTUPOBAHUsA BCEro HaceleHUd. Mzaea onupa-
JIach Ha BO3MO>KHOCTU IIpeHaTaJIbHOW AUArHOCTUKU
TaJlacCeMHUH, APOCTHBIM CTOPOHHUKOM KOTOPOI GBI
Kao, 1 Ha 06pOBOIbHOE TPEPBIBAHNE GEPEMEHHOCTH,
BBeZileHHOe B VTanuu 3akoHOM HoMep 194 B 1978 roay.
YuacTue B mporpaMme 6bLI0 0OPOBOJBHBIM, O€3 Ka-
Koro J1n60 HameKa Ha IIPpUHYK/JeHNe, U BbIABJIEHHBIM
TaKuM 00pa3oM HOCUTeJIIM 3a00IeBaHusA ITpeJiaraiach
reHeTH4ecKasd KOHCyabTanud. IlporpamMmma sakirouva-
Jlach B paclipocTpaHeHn: NHGOPMaIOHHBIX MaTepua-
JIOB, B IIepe/jladax [0 MeCTHOMY PaZiio U TeJIEBU/EHHUIO,
B ra3eTHBIX ITyOIUKAIMAX, B IPOBeZeHNY KOHbepeHIUH
B IIKOJIaX ¥ Ha pabounx MecTax. Ha nepBbIx aTanax BHe-
Apenus nporpaMmsl 30% HaceleHUA IPUCOEANHUINCD
K Heli. HeMaloBa)KHBIM ABJIAETCA TOT GakT, 4To B 68%
cJlydaeB 3TO ObUTH JKeHIMHBL. O6ciejoBaHre TPOLUTN
60% nap AeTopoZHOTO BO3pacTa, 25 U3 HUX OKa3aJuch
B IpYIIIIe pUckKa, 0OHapyXu1ock 6onee 600 HocHTeeH.
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OzZHOBpEMEHHO C 3TUM HCCIeIOBAaHUA, IPOBeIEHHBIE B
0O0JIbHUIIAX, II03BOJIWIN BBIIBUTH OOJIBIIIOE KOJIUYECTBO
HocuTesiel 3a00eBaHusl, a MpeHaTalbHasA JUarHo-
CTHKAa OIlpefenia Haludue 60/e3HU Y HECKOTbKUX
wioZoB. CHavasa HeKOTOphIe Mapbl OTKA3bIBAIUCH OT
JUarHOCTUKMU IIIoZIa, HO KOJIMYECTBO OTKAa30B CHJIBHO
COKPaTUJIOCh B T€UEHHUE MEPBBIX TPeX JeT AehCTBUA
IIporpaMMEI. B pe3ysbraTe nmporpamMma npopuiakTHKU
TajacceMu, BHeZpeHHas Ha CapAUHUH, CIOCOOCTBOBA-
Jla TIpaKTUYEeCKU ITOJTHOMY UCYE€3HOBEHUIO ITAaTOJIOTUHU
c Havasa 1980-x rogos.

Kao nuier:

«DTO ZI0KA3bIBAET, UYTO Ja)Ke B CENbCKOM, KaTOJIH-
YeCKOW U 9KOHOMHWYECKH MaJOpa3BUTOM MECTHOCTH
OOJIBIIIMHCTBO HACEIEHUS [TPeAIIOYUTAET IPEHATATbHYTO
[IUAaTHOCTUKY U aGOPT, YTOOBI HE ZIOMYCTUTh POXKAEHUS
60JIbHOTO TajlacceMuel pebeHka»?®,

TouHble Hay4YHbIe 3HAHUS U 3asSBJIE€HHOE dTUYECKOE
00s13aTeIbCTBO OXapaKTepU30Baju, TAKUM 00pa3oM,
KaMITaHWM 110 TpodUIaKTHUKe TajacceMuu B VTanuu,
B KOTOpbIE 110 MHUI[MATUBE HCCIeZloBaTeel-MeIUKOB
ObUTH BOBJIEYEHBI TOJTUTUIECKHE U COLIMATbHBIE KPYTH,
ZUIs1 60pbOBI C OIHUM U3 HauboJIee TSIKENbIX U PacIpo-
CTpaHEeHHBIX TeHeTUYECKUX 3a00/IeBaHU.

ITo mpomrectBuum 6osee yem 30 sieT Ha CapAVHUN MOXK-
HO HaAOJI0aTh pa3Hble MOAXOABI. Accoranusa 60Jb-
HBIX TasacceMueis CapauHuM, yapexzeHHast 21 oKTaops
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2006 roza, mpezcTaBisgeT cob60i ecTeCTBEHHOE ITPO/0JI-
*KeHue JJoOpOBOJILHOTO KOMUTETA OObHBIX TaTaCCEMUEN
MalueHToB, noasusluerocs B Caccapu B Mapte 2005 roga.

«[IpeHaTanbHasA NPOGUIAKTHKA HE ABJIAETCA OZHOU
13 ee KOHEYHBIX LieJIel; OHAKO 3TO He TOBOPUT O TOM,
YTO OHA He 3aHUMaeTCcs TPOIIAKTUKOM.

[Ona] 3akirodasnach B COOOIEHUN BCcell HEOOXOAM-
Mo¥ nHGOpMaIMU, KOTOPasi MO3BOJIWIA ObI OYAYIITUM
POAUTENISIM Y3HATh, OyZET I X peO6eHOK 3/[0POBBIM HTH
OOJIbHBIM, K OCO3HATh CTETIEHb PUCKa 3a4aTHsI O0JBHOTO.
[...] Ota undopmarnus [...] mpegocTaBIsieTC TOJIBKO
B ciiydae opUIIMaIbHOTO 3aIpoca B ACCOLMAIMIO, B TO
BpeMs KaK cama AcCOIlMallvsa He MPOSBISAET HUKAKOH
0011eCTBEHHOM MHUITMATUBHI IO TpodmiakTrke. Takas
TTO3UITHA ABJISAETCSA KOMIIPOMUCCOM MEXAY Pa3IMIHBIMHU
MHEHUSIMU OCHOBaTesel ACCOIIUAIIUY, CPeAN KOTOPBIX
O/THU 2KeJ1ayi 60pOThCs ¢ IPOGUIAKTUKOM, APyTHE XOTe-
JIX, YTOOBI Accolraiiysa BooOle HUYeM He 3aHUMaJIach,
TPETbU NMPUJEPKUBAINCH MHEHUS, YTO OpraHU3aIus,
paboTarorias B 001aCTH MCCIeJ0BaHUS TaJlacCEMUU,
He MOIJIa He IPUHUMAaTh BO BHUMaHUe TPOPUIaKTUKY,
Y, HAaKOHell, YeTBePThIe CUUTAI CBOUM J]0JITOM ITpOoTa-
ra’HAnupoBaTh MPOPUIAKTUKY»>.

ITak, myCTh jake Pa3TUuIHBIMU CIIOCOOAMU, KOTOPBIE
TOT/Ia COMTPOBOXKJAIMICH OYPHBIMU JUCKYCCHUAMH, B 1980-€
T'OZIbI CJTy9au TaJacCeMUU ObUTH ITOYTHU CBEZIEHBI K HYJTIO B
TeX UTATbSHCKUX PETMOHAX, I7le 3TO 3ab0ieBaHue ObLIO
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HauboJIee pacrpocTpaHeHo. IleHTp MUKpOIIMTO3a B Prme,
KOTOPBIM ceifyac pyKoBoAUT AHTOHU AMaro, b6arogaps
COIVIAIIIEHUIO C PErMOHOM JIalKo MTPOBOAUT UHGOPMAITH-
OHHYIO KaMIIaHUIO B CPEJHUX LIKOJIAX U €XKer0ZJHO IIPOBO-
[IUT aHAJIM3bI KPOBU THICTY MOJIOABIX JitoAeii*’. Biarozaps
9TOM KaMIIaHWU KOJIMYECTBO 3a00IeBaHUM TaJacCEMUH
Yy UTAJIbAHCKOI'0 HaceneHud Jlanyo noaaep>XxuBaeTcs
IIPaKTUYeCKU Ha HYJIEBOM YPOBHE, HO ITOABWINCH CITydau
CpeAy UMMUI'PDAHTOB U3 SHAEMUYECKUX 30H, U HapAAY
C TajlacceMuel yBeIMurnBaeTCs TAKyKe YaCTOTa BbISBIEHUS
Zpyroi Tsxenoi GopMbl 3a601eBaHNA SPUTPOLIUTOB, KaK
JpernaHoLuTapHasd aHeMUs WIN CepPIIOBUAHOKIETOYHAA
aHeMUs, HOCAIAasA SHAeMAYeCKUN XapaKTep B HEKOTOPBIX
perrnoHax Appuku u CpegHero BocToka, a Takke cpeau
adpoamepukaHiieB. Ecyiv 3a Tozibl TPOBEJEHUS KaMIla-
HUU U «pacIpoCTpaHeHUA TeHeTUUeCKOM I'PaMOTHOCTH»
OCO3HaHHe HeOOXOAUMOCTH TPOPUIAKTUKY FeHeTHde-
CKOT0 3a00JIeBaHMs YKOPEHWIOCh B HaceleHnu Vtanuu,
TO Tereph BCTaeT ImpobsiemMa Toro, Kak cZie/iaTh MIMPOKO
ZIOCTYITHBIM TeHeTUYeCKUU CKPUHUHT B YCJIOBUSAX MYJIb-
TUKYJBTYPHOTO U MYJIBTUSTHUYECKOI'O HaceJleHUs IpU
MTOCTOSTHHO pacTylei uMmMurpanuu. Kak obecrneduTsb
“HPOPMHUPOBAHUE U IOCTYII K IMAaTHOCTHUKE JIFOZIeH, Tpu-
6pIBatoIux B Mitamuio? BriepBrie B EBporie, elre /1o uTa-
JIbSTHIIEB, C IAHHOU MMPO6JIEMOM CTOIKHYJ/IUCH aHITINYaHE,
Y OHU PELIWIU ee C YCIIeXOM, KOT/Jja BBeJIU IPOrpaMMBbl
CKpPUHUHIA TaJlaCCEMUU, HallpaBJIeHHble HA UMMUI'PaH-
TOB ¢ Kurmpa u u3 [Takucrana.
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[losBneHue n ncyesHoseHue
Tanaccemumn Ha Kunpe

Kumnp — ozHO U3 MecT, Tie pacipocTpaHeHa TaJacCeMUs.
HecMoTps Ha To 4uTO 60JIE3HB APEBHSIA, €€ ePBhIe OITHU-
CaHUA OTHOCATCA K OTHOCUTEIBHO HeZlaBHEeMY IIEPUOZY.
JIuurs B 1944 ropy Anasn JI. ®aBpu nmpuBiiek BceobIee
BHUMaHNe K BHICOKOM 4acToTe 3ab0eBaeMOCTU Ha
ocTpoBe®!; 3aTeM MOMCKY ObLTH MPOAOIKEHBI APHOJIBAOM
I'. BanTOHOM,>? KOTOPBIH ITPOBEJ BHETAOOPATOPHBIE KC-
cJleZIoBaHUA B iepeBHe ATUTUHOY B deBpasie 1947 roaa,
rae 3500 yenoBeK BEKaMU XXUIU IIPaKTUYECKU B YCIIO-
BUAX M30OJAIIMY U dHAoraMuu. K cyacThio, B TOT JleHb
e A0X/b, U HEMHOTHE KPeCThsIHE OTIPaBUINCh B
nona. brarogapsa noazgep:xke myxmapa (ZepeBeHCKOTO
CTapoCThl) ObLIa OOecrieyeHa BhICOKasA sIBKa JIs cbopa
006pa3IOB KPOBU, KOTOPHhIE OBLIU MPOTECTUPOBAHBI.
B pesynbraTe 0Ka3anock, YTO KaXK/bIH CeAbMOMN KUIIPUOT
ABJIAETCA HOCUTEJIEM TaJlaCCeMUU, a B KaXXA0u 49-11 mape
HOCHUTEJISIMU OOJIE3HU SIBJIAIOTCS 00a ee peiCTaBUTES.
Jlo Hauasa 1960-x rogoB oauH pebeHoK 13 160 poxxaacs
6GOJIbHBIM TaJlacCEMUEH.

OxcriepT BceMupHOU opraHu3anuy 3/jpaBooxpaHe-
HUA BBIACHWI, YTO y/Iy4llleHVe CUTYalluu U yBeaunde-
HUE MPOAODKUTETHHOCTH YKU3HU OOJBHBIX MPOU3OIILIO
6s1arozjapsl UCIOJIb30BAHUIO OOJbIIEN YaCTU CAaHUTAP-
HBIX PecypcoB ocTpoBa. [IporHo3sl oKasbIBaanu PoCT
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Ha 50-70 cay4aeB 3a601eBa€MOCTH B TOZ Y HaceJIeHUS
npumMepHo B 600 000 xuTeseis, TaKke MOXKHO OBLIO JIETKO
TIPETIONOXKHUTD, YTO PAHO WJIU MTO3/IHO BO3HUKHET IPobIIe-
Ma HexXBaTKU KPOBH i NepeauBaHuA. B 1970-x rogax
Havasia IpUMeHAThCS Oosiee KaueCTBeHHAs OpraHU3aIys
YCIYT U CTaJIa ITpoNaraHZAnpoOBaThCs BceobIas MoOWIM3a-
11 17151 cOopa KpOBU. BBUTH CO3/1aHBbI CIIENIMATU3UPOBaH-
Hble IleHTpbl. OCO3HaHME 3TOM, B CYIIIHOCTH, COLIMATbHOMN
po6JIeMbI TIPUBEJIO K CO3/IaHUI0 HAYYHO-COITUATBbHOM
opraHu3anyu A 60pbObI ¢ Hell. CTOMMOCTb JIeYEHUS
BO3POCJIa, HO OCOOEHHBIH CTPaX BhI3bIBAJIA TEPCIIEKTUBA
pacTyiei morpebHOCTH B iepepokcamMuHe. DTO JieKap-
CTBO, CTaBlllee AOCTYIMHbIM B 1970-X rogax, mo3BoJisaio
He JI0NyCKaTh Ype3MePHOTO CKOIUIEHHS XKejie3a B Op-
raHvsMe BCJleICTBEe MHOTOKPATHBIX epeiMBaHul U
paspylieHusa SpuTporToB. C OABIEHUEM 3TOrO JIeKap-
CTBEHHOTI'O CPe/ICTBA B JIeUeHUHU TaJlacCEMUN HaMeTUJICS
pelIUuTeNbHBIM IPOTpecc, HO IPU 3TOM HEIOMEPHO
BBICOKOM CTajia U CTOUMOCTb JIeueHUA>.

Ha Kuripe, r7ie Ky/eTypa 3/ipaBooXpaHeHUs TPOUCXOAU-
JIa OT aHIVIMMCKOM IIKOJIBL, TPOQIIaKTHKA 3a60IeBaHuA
Kasajach TOI/Ia He IIPOCTO HEOOXOAUMOM, a 06s13aTesb-
HoM. OHa /1o/pKHa 6bUIa OCYIIEeCTBIATHCA OCPEACTBOM
o6pa3oBaTeIbHBIX IIPOrpaMM, CKPUHUHIA HaCcelIeHUs U
IIPOBeZIeHUs TeHETUYECKUX KOHCY/IBTAIMH C HOCUTEISIMU
B Ha/leK/le COKPaTUTh KOJIMYeCTBO OpPaKoB MeXAy HUMU
Y OTPaHUYNTD BOCIIPOM3Be/ieHe IIOTOMCTBA C TaTOJIOT -
eli. B 1elicTBUTETbHOCTY Pa3IMYHbIe OITyOJIMKOBAaHHEIE
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MEeJUIMHCKUE U COLMOJIOTUYECKUE UCCIeJOBAHUS Jle-
MOHCTPUPYIOT 60sI3Hb KUIIPUOTOB 3aBOJUTH ZieTei. ToT,
Y KOTO IOSBJISUICS 3[I0POBBIN peGeHOK, He /iesial ITOTBITOK
3aBOZIUTH HOBBIX JIETEM, IOBOJIbCTBYSICh CYACTIMBOM yJa-
ctbto. Te 3xe, y Koro poxkzascs 60apHON pebeHOK, 6oJbIe
He XOTeJIM PUCKOBaTh. B ceMbsix, B KOTOphIe Ipobpaiach
60J1e3Hb, YaCTO ITpHbEraIy K HeJleraTbHOMY abopTy 13-3a
cTpaxa UMeTb OOJIbHBIX ZieTel. [Iporcxoavia KOMILIEKC-
Hasi Ky/IbTypHast TpaHchOpMAIyst HaceleH sT: TIpolaratzia
KOHTPAIIEMIINH /IS TTap, Y’Ke UMEBIINX OONbHBIX JeTeH,
MacCOBBIE UCCIEJOBAHUS JJIS1 BBIABIEHUS HOCUTENEH,
HaIlpaBJIeHre BhIOOpa IapTHepa U MPOU3BeIeHHE IIOTOM-
CTBa Ha OCTPOBE, pa3ZieJIEHHOM Ha /[BE YaCTH: IPeKO-TIpa-
BOCJIaBHYIO U MyCYJIbMaHCKYIO.

BBezieHMe peHaTaIbHOU AMArHOCTUKY OBLIO IIO-
JIO)KUTENIBHO NTPUHATO HaceJIeHneM, HECMOTPS Ha BCIO
HX peJWTrho3HOCTh. JTa KaMnaHuA Ha Kumnpe compo-
BOXK/Iayach BceoO1iel MoOMmIn3anyei cpeZicTB KOMMY-
HUKaIUi, "HPOPMHUPOBAHMEM IIKOJIHbHUKOB, pab0oTOMN
OpraHU30BaHHBIX Ipymil. OnpeeAaonM cTal BEIOOp
IIpaBoC/IaBHOU 11epkBU B 1983 rogy. Oco3HaBas TAKeCThb
3ab0J1eBaHUA U €r0 PACIpPOCTPaHeHNUe, eT0 yCTPalIaro-
muit 5pPekT, okaspiBaeMbllii Ha CeMbU, My4YeHUs IpU
IPUHATUY PEUIeHUs O POXKAeHUU peOeHKa, IIepKOBb
mozZiepkaja co3/laHye IeHTpa TaTacCeEMUM U penInia
BBecTH TpeboBaHUe 0 JoOpavHOU cepTUdUKALIUY,
KOTOpas MoATBepKasa 6bl, 4TO Iapa IIpoIlijia TecT Ha
BBIIBIEHVE HOCUTEJISA, ¥ YTO OHA OCO3HAET BEPOSITHHIN
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PUCK ITPOM3Be/IeHNs Ha CBET OOIBbHBIX ZieTel. [Iporpam-
Ma, mosiBuBIIasicsa B Hukocuu, Obta 3aTeM BHepeHA B
JIumaccosie, BTOPOM IO 3HAYMMOCTH TOPO/ZIE OCTPOBA.
YuacTtue HaceneHUs ObUTO OecriperieZieHTHbIM. B 1973
roZly 6pU1a yudpexxeHa nepBasi OpraHu3allys MmaryeH-
TOB U pozauTesneir — OO6mecTBo 60pHOBI C aHEMUEH,
KOTOPOE ChIT'PAJIO BaXKHYIO POJIb B PACIPOCTPAHEHUH
nHboOpMaIu 0 60JIe3HH, B peaTn3allii HayIYHbIX ITPO-
€KTOB U B OPTaHU3AI[UU «HEZAETb TaJacCEMUU». DTO
OBUT HE TOJIBKO BBIOOP rpevyeckoro Kumnpa; B ceBepHOH,
TYPELIKOU YaCTH OCTPOBa rpa’kJaHCKOE MPABUTENbCTBO
yke B 1980 rozy yTBepAWIO 3aKOH, KOTOPBIH 003bIBa
MIPOXOAUTH ZOOpAYHOE TeCTUPOBAHUE HA BBIABIECHUE
TasacceMuu. VIHTepecHbIN GaKT: TeHETUYECKOe HCCIe-
JIOBaHMe TI0Ka3ajo, YTo MyTalluu 60Ie3HU, HaliZieHHbIE
y TYPELIKUX U TPEYEeCKUX HOCUTEEH, OUHAKOBBIE. DTO
O3HAYaeT, YTO, HECMOTPS Ha TIOJIUTHYECKUE ¥ BOEHHBIE
pa3HoIIachs, reHeTUYeCcKas CTPYKTypa HaceIeHUs
O4YeHb CXOoxkKa*.

C n3meHeHreM 00pa3a >KU3HU PACHIMPUINCH U BO3-
MOKHOCTH CKpUHUHTa Ha Kunpe. PoxxzieHue feteii mpo-
HCXOJUT He TOJIbKO BHYTPU OpayHBIX COIO30B, M 3aKOH
Y 3/[paBOOXpaHEeHMUe JOJDKHBI 3TO YIUTHIBATh. Y JTIOOOTO
yeJ0BeKa MOXKeT BO3HUKHYTH JKeJlaHHUe Y3HATh c00-
CTBEHHBIV reHeTU4eCKUM TOpPTpeT, He3aBUCHUMO OT TOTO,
IUTAHUPYeT JIK OH 3aBOJUTH IIOTOMCTBO. B HEKOTOPBIX
KYJIbTYpax TeCT Ha BBIABIEHNE HOCUTEJI FTeHeTUYeCKUX
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3ab0JIeBaHUI — 3TO HEMOCPEACTBEHHO BHIOOD MapHI,
HO OH BcerZia 00yC/IOBIEH STUYECKUM, KYJIbTYPHBIM WIN
PEJTUTHUO3HBIM aclleKTaMU.

CyiecTByeT I pasHULIA MeX/Ay KOHTPOJIEM TaJlac-
cemuu B Utanuu u Ha Kunpe? Ha Kumnpe 3T0 6BLI10
pellleHre O NIPOBeJEeHUN LIEHTPaJIUu30BaHHOU U XOTA
OBl OTYACTHU HAIPABJIAIONIEN CAHUTAPHON IOJTUTHUKH,
IIPUHATOE Ha rOCyZlapCTBEHHOM YPOBHE U IIOAJAEePXKaH-
HOEe I'peKO-IIPaBOCIaBHOM 1]epKOBbI0. Kak oTMeuaer
Kananm, ycriex cTpareruu nporIakTUKY TalTacCeMUU
B HEKOTOPBIX UTAJbAHCKUX PeruoHax ObLI, CKOpee,
pe3yJIbTaTOM MEeCTHOM UHUIIUATUBEI, IIyCTh AaKe IIpU
NOAZEPIKKE ITOJIMTUKOB U MECTHBIX OPTaHOB BJIACTHU,
a He CJIeICTBUEM LIeHTPAaIM30BAHHOU MTOJIUTUYECKON
ZleATeNbHOCTU. B OCHOBHOM 3TO ObLTa MHUIIMATHBA
IIeHTPOB MUKPOLIUTO3a U YaCTHBIX OpraHusauuii. Cie-
AyIollel TPYAHOCTBIO, KOTOpas BCTasla Iepes IeHTpaMu
MUKPOIINTO3a, ObLIa ITepeziada 3a/a4 3paBOOXPaHeHUA
B KOMIIETEHIIUIO PErMOHOB. B MTannu BoO3MOXXHOCTb
HaIlMOHAJIBHOI'O CTpaTernyeckoro Beibopa Obuia yTe-
pAHA; I[eHTPHl MUKPOIIUTO3a GBI IOTIJIONIEHBl Ha
PETMOHAIBHOM YPOBHE, K TOMY K€ He BCE€ PErMOHBI
MPOABJIAIN OJUHAKOBOE OTHOIIEeHUe K Ipoduiak-
TuKe 3a6oneBaHnda. OHO He MOXeT OBITh ITOJTHOCTHIO
ycTpaHeHo, HocuTenu OyayT Beerza. C ncye3HOBEHUEM
MaJIIpUU IPOMNaZieT U B3aUMOKCKIIoYaonnii GpaxkTop,
YTO CIIPOBOLIMPYET POCT 3a607IeBaEMOCTH TalacceMU-
el B oIpe/ie/IeHHBIX 30HaX. Emle Oosblnee cMelieHue
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HapoAOB IIPUBEAET K <<p3.36aBJIeHI/IIO>> 00JIe3HU Ha BCe
HaceJieHre. Bce 5TU 3/1eMeHThI IIpUBEAYT K YMEHBIICHHUIO
HHTEpECa K HpO6JIeMe, " yKe 4epe3 HECKOJIbKO AECATHU-
JIETUN naed HpO(l)I/IJIaKTI/IKI/I MOXKET MCYE3HYTh COBCEM.

06s3aTeNbHbI CKPUHUHT
B MYCY/IbMaHCKMX CTPaHax
M NPOrpamMmbl NPOUNAKTUKY
B «NOSCE TANACCEMUM»

Ycnex cTpaTeruii, npuMeHeHHBIX Ha Kurnipe u Ha Cap-
AUHVM, U peKOMeHJalluu BceMupHOU opraHusanuu
3paBOOXPaHEHUA CTalU OINPeeIAIIUMHU 3IeMeHTa-
MU /I BHEJAPEHUA MEp YyCTPaHEHUA TajlacCeMUU BO
MHOT'HUX MYCYJIbMaHCKUX CTPaHaX, JieXKallluX B «I10sCe
TajacceMuu». [eHeTHUeCKHe U SIHIEMUOJOTHIECKHE
HcCIeIoBaHUSA TTOATBEPAUIN OOJIBIIIOEe KOJMYECTBO HO-
cuteneu B MpaHe, B cTpaHax [lepcuzackoro 3aiuBa,
B [lakucTraHe, B psaze pernoHoB Hanu 1 Ha MaibauBax.
Ps JOKYMEHTOB YIIOMHHAET B KauyeCTBe MPOOIeMbI
IITMPOKO PacCIpOCTpaHEHHYIO MPAKTUKY OpaKOB MEXIY
KPOBHBIMM POZACTBEHHUKAaMU BO MHOTMX 3TUX CTPaHaXx,
e 6JTM3KYeE IBOIOPOHBIE POJICTBEHHUKHY KEHATCS MEK-
Zly co00¥i. BEIXOAUT, UTO UAeHTUPUKAIIUSI HOCUTENEH U
mpodUIaKTHKA POXKAEHHS OONbHBIX IeTeli He MOXKET pac-
CMaTpUBAaTBHCA OTAEIBHO OT IIONBITKU CHU3UTD YPOBEHb
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sHoramuu. HekoTopsle cTpaHsl 1o npumepy Kumpa
BBeJIM 00s13aTe/IbHOE TECTUPOBAHUE JIJIST BBISBIEHUS
HOCHUTeJIeH TaJacCeMUH, YTOOBI TIOJMYYUTh pa3pelieHre
Ha BCTyIUleHUe B O6pak. Ho peleHue o Mpogo/KeHUH
pozia, BIIPOYEM, OCTaeTCs 3a OYAYIITUMHU CyIpyraMu,
B cJIydae, ecJii OHU 002 HOCUTENH, IIPUYEM UX CEMbU
MOT'YT PacTOPTHYTh OOpy4YeHUE.

VccnenoBanre MUHHCTEPCTBA 3[paBOOXPaHEHUS
VpaHa, IpoBeIeHHOE COBMECTHO C YHUBEPCUTETCKUM
KoJutexeM JIoHZIOHA, ommybimKkoBaHHOe B 2004 roay>®,
OTIMCBIBAET CTpaTeruio MipaHa B paMKaX CAaHUTApHOM
CHCTEMBI CTPaHbI. TeCcT Ha BBIIBJIEHHE TaJTaCCEMUU OBbLI
BBE/IeH HapsAy C APYTUMHU AOOPAaYHBIMU CKPUHUHTO-
BBIMH IIPOTPAaMMaMHU U PACIPOCTPAHEH MOCPEACTBOM
WHTETPaIUY B CUCTEMY HapoAHOTo o6pa3oBaHus. Omnu-
caHHas IIporpaMma CJIOKHa U Tpe/IoiaraeT HaJaudue
CIIEIIMAIbHOIO COCTaBa TeHETUYECKUX KOHCYJIBTAaHTOB,
JVaTHOCTUYECKUX JTab0opaTOpuii, BKIIOYaeT 00cieso-
BaHUe MYXXYMH, HaXOJAIINXCS Ha BOEHHOU CIykbe,
KOHTPOJIb KayecTBa JabopaTOPUH, OCYIIECTBISIOIINX
reHeTUYEeCKUH aHaIu3, CO3/laHre )KYpHAJIOB y4eTa U
KOMITbIOTEPU3AIIUIO JIaHHBIX. BhIsBIIEHHBIE TAPhI-HOCH-
TEJIU MOTYT ITOJIy4aTh reHeTUYeCKUe KOHCYIbTAI[UU /10
TeX IOP, TIOKA He T0JTy4aT He0OXOAMMBIX Pa3bsICHEHUN.
B cpeziHeM MPOBOAUTCS TI0 IBE BCTPEYHU C KaKOH ITapoii.
Te, KOTOpPBIE PENIAIOT TOXKEHUTHCS U POAUTD JIeTEH, HaX0-
asiTes oz, HabumtofeHreM. [IporpamMma Obuta 3amylieHa B
1997 roay, 3a mepBbIe 5 JieT mpoILTu o6cieoBaHue 60-
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Jiee 2,7 MWUTMOHA TIap, b6;1aroAapsi 4eMy ObUIO BBIIBIIEHO,
4yTO B cpeaHeM 4,5 u3 1000 nap HaXofATCA B IPYIIIIE pUCKA.
Y>xe nepBble JaHHbIE IIPOrPaMMBI IeMOHCTPUPYIOT 3Ha-
YUTETbHOE CHIDKEHHE 3a00/IeBa€EMOCTH TalacCEMUEH.

[ToMHUMO TeXHUYECKUX aCIIeKTOB IMTPOTPaMMBbI MbI Ha-
6JTI0laeM BayKHBIE KYJIBTYPHbIE U3MEHEHMS B O0IIeCTBE
Vpana. /IocTyITHOCTh J00paYHOTO e HETUYECKOTO TeCTa
MTOMOTJIA BBIIBUTH MPOOsieMbl. MHOTHE TTaphl 0TKA3aIUCh
OT BCTYIUIEHUS B Opak, Apyrre 3acCOMHEBAINCH. BEIpoC
CITPOC Ha MpeHaTaIbHYI0 JUATHOCTHUKY, YTO He IIPe/IIo-
Jlarajioch B Havyajie MpOrpamMMbl 13-3a JeNCTBYIONIETO
3ampera Ha abopTel. Ho B 1998 rozy npaBUTenbCTBO BCe
’Ke pa3pelInsio U peHaTaIbHYIO IMarHOCTUKY, U abop-
THI B CPOK /IO IIIeCTHAZIATON He/leTH, B CJIydae eciu y
IUIOZIa AMATHOCTUPOBAIACh 60Ie3Hb, OHAKO /JIST 3TOTO
HeoOxoauMa 6buTa dpeTBa (MCIaMCKOe PEeTMTHO3HOe
3aktoyeHue). Kak ciescTBue, 3To MOTpeboBasIo MOBI-
IIeHNA YPOBHA YaCTHBIX WIH F'OCYZAaPCTBEHHBIX YCIIYT IO
reHeTHYeCKOM INarHOCTUKE XOPUOHINYECKUX BOPCHHOK,
C BBITEKAOIIIUM CO3/JaHMEM COOTBETCTBYIOLIUX TOCyAap-
CTBEHHBIX JTJaOOPATOPHUIA, KOTOPBIE CTAIU TIOTHOLIEHHO
¢dyukmmonuposats k 2001 rogy.

B3rnag Ha mup

ExxerogHo B Mupe Ha cBeT nosasisatoTcsa 70 000 geTeid,
OOJILHBIX TajlacceMueli, a HocuTeel HaCUUThIBaeTCs
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6osee 270 MUWUIMOHOB. DTO TI06abHAS CAaHUTApHAs
npobsieMa, a Takke OM3HeC /I MPO/JaBIIOB AHUATHO-
CTUYECKHUX cucTeM. TecT HOCUTeId TaJlacCeMUUN — 3TO
HauboJiee pacIpoCTpaHEHHBIA I'eHETUYECKUM CKPHU-
HUHT, peKOMeHyeMbli BceMupHOI opranusanuei
34paBOOXpaHeHMs, KOTOpas MoJ4yepKUBaeT U OCHOB-
HbIe POOJIEMbI, CBA3aHHbBIE C HUM. /[0 KOHI[A HE SICHO,
BCeTZia JIX COOIIONAI0TCA MUHUMAaIbHbIE TpeOOBaHUA
K TeHeTHU4eCKOMY CKPUHMHTY, TaKXXe Mbl TOYHO He
3HaeM pe3y/IbTaTOB MHOTMX HAa4aThIX WU 3asBJI€HHBIX
IIporpaMM.

Pa3muyHbIe J0BOZABI B I0JIb3y 00OIEro CKPUHUHTA
Y TpOoQWIAKTUKYU TalacCeMUH OBLTN COOPAHbI B OZHY
KHUTY, onrybamkoBaHHyt0 B 2003 rozy noz pezakuuei
UTaJIbAHCKOIO ucciefoBaresa Penno 'anaHenno, pyko-
BozuTesd LlenTpa r. Kasbapuy, npulieZiiero Ha CMeHy
AnTtonuno Kao*®. bosbiioil Bkjiaj B 3Ty KHUTY BHeCIa
BepHazeTT Mogesn, cyuTaromasnca KpyImHEeUIIuM 9KC-
IIepTOM B JaHHOM BOIIpOCe, aBTOP AECATKOB CcTaTel
o npoduIakTuKe TasacceMun®’. B KHUTre npe/icTaBlIeH
caMBbIH TOAPOOHBIN aHAIN3 U3 TeX, KaKHe s CMOT HalTH,
OH KacaeTcsi BcexX MpobiieM, CBA3aHHBIX CO CKPUHUHTOM,
B Pa3HBIX PEJIMIMO3HBIX U KYJIBTYPHBIX KOHTeKcTax. Pas-
6poc IMOXOXKUX TPOrPaMM Ha MECTHOM U HAaI[OHAIBHOM
YPOBHE OIIIeJIOMJISIET, B HEKOTOPHIX CTPAaHAX OHU OBLIN
yTBep:K/JieHbl Kak obsa3arenbHble: B Typruu, B [lybae,
B IaJIECTUHCKOM ceKTope ['a3a, Ha ManpguBax, B Mym-
6an-Curtu B gy, B CayzoBcKoi ApaBun ¥ B ApabCcKix
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OMuparax. boJBIIMHCTBO 3TUX CTPAaH UMeEET CUJIbHO
YKOPEHUBILYIOCA UCAAMCKYIO PEJUTHIO, TIO3TOMY, KaK
B VpaHe, npuHATHe pelieHNs ObLIO IMIaBHBIM 00pa3oM
06yCJIOBJIEHO paclipocTpaHeHeM 00JIe3HU U OAIEPIK-
KO peJIMIMO3HBIX BIacTel, pa3pelInBIINX [IpephIBaHUe
6epeMeHHOCTH IIPU YCIOBUM BO3pacTa Iuiozia He 6osee
120 gHel, eciu y Hero 6bUTa [UarHOCTUPOBaHa 00JIe3Hb,
MTOCKOJIBKY CYMTAETCH, UYTO A0 POXKAEHUs pebeHOK He
nmeetT Aymu. [IporpaMmel 1o mpoduiakTUKe aHOH-
CUPOBAJIUCh TaK)Xe U B OYAANCTCKUX CTPaHaX, HO TaM
BO3MOXKHOCTB ab0OpTa MCKJII0YeHa peTurueins.

Kak MBI y?>Ke TOBOPWIH, TaJacCEMUS ABJISIETCS Ta-
pPaZiUTMOU CKPUHUHTOBBIX TPOTPAaMM /IJIs1 BBISIBJIEHUS
HOCHUTeJNel TeHeTUUeCKuX 3aboseBanuii. [Ipobiema
ObUIa MOAHATA B CTPAHAX C COBEPIIEHHO PAa3HBIMU KYJIb-
TypaMU, PEJIUTUAMU U COLUATbHO-MEAUIIMHCKUMU yC-
JIOBUSIMH. B HEKOTOPBIX CTy4assx BEIOOP HaceTeHUs ObLT
00yc/IOBJIEH 0053aTEeTbHBIM WIH MIOYTH 0053aTeThHBIM
TECTUPOBAHUEM, B IPYTUX CIy4asx TECTHI IpOIaraH-
JIVPOBAJIUCh, HO JIIOAM UMY MPaBo BhIOOpA. YUeHble
MIpOaHATM3UPOBAJIM TTOBEJEHNE U PEAKIIUI0 Ha CKPHU-
HUHT UMMUTPUPOBABIINX B 3aMlaHbIe CTPAHBI JIIOJIEH,
KOTOPbIE HECJIU IPYTYIO KYJIBTYPY U PEJIUTHUIO B CTPAHBHI,
KyZla OHM NTPpUOBIBaIN, — TaK, HallpuMep, ObUTH 0OcTe-
JIOBaHBI ITAKUCTAHIIBI ¥ KUITPUOTHI B AHIINU U KaHaze.
CKPUHUHT PEKOMEHIOBAJICS /IS TPOXOXKAEHUS IITKOJIb-
HUKaM-TIO[POCTKAaM, TIapaM /IO U IOCJIe BCTYTUIEHUS
B Opak, ObepeMeHHBIM KEHIITMHAM U He TOJIBKO.
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Kakue o611re BEIBOABI MOXKHO U3 3TOTO CAeaaTh?
MoXXHO cKa3aTb, YTO paclpoCTpaHeHUe TaJacCeMUU
OBLIIO 1 OCTaeTCs MPO6IeMOH /711 3/J0POBbS HaCeNEeHUS
MHOTHX CTPaH, YTO CKPUHUHT HOCUTENEN CUUTAETCS
MTOAXOAAIINM UHCTPYMEHTOM [JIsSl IPeAyIpeXIeHUS
POXK/eHYsI OONbHBIX ZIETEH, U YTO STUIECKUN ACIIEKT U
KYJIbTypa HaceJeHUs SIBJIAIOTCSA IIaBHBIM IPEATCTBU-
€M, KOTOpOe CAaHUTapHbIE CTYKOBI ZIOJIKHBI TIPEO/IOJIETD
ZUTsT pacripocTpaHeHUs MHGOPMAIMHU U UCITOJIb30BaHUS
TecTa. Jlaxke TaMm, I/ie TECTUPOBaHMeE He ObLIO IPUHY/IU-
TeJbHBIM, SIBKA HaceJeHUs ObLIa BBICOKOU, U y3Ke 3TO
CII0COOCTBOBAJIO CHIDKEHUIO 3a001eBaeEMOCTH, a Ha Ku-
TIpe ¥ B HEKOTOPHIX peruoHax Mtamuu 3ab01eBaeMOCThb
ObLIa TIPAaKTUYECKU CBeZIeHa K HYJIIO.

TecTupoBaHMe HOCUTENIEH TaJlacCeMUU SKOHOMMU-
YEeCKU BHITOJHO, TIOTOMY YTO JieueHUe OOJIe3HU CTOUT
HaMHOTO IOpO’Ke. B TO Ke BpeMsi IpOrpaMMBI TI0 YCTpa-
HEeHUIO 60JIE3HU TTOKA3aJTH, YTO TeHETUYECKUI CKPUHUHT
He MOXKET OBITh OT/IeJIEH OT BaKHOUM pabOThI, 3aK/TI0Ya-
fomelics B *HGOPMUPOBAHUY U B IPOCBENIEHUH, U €TO
ycIiex MaKCMMaJIbHO 3aBUCHUT OT KYJIbTYPHBIX aCIIEKTOB
1 OT IIyOOKUX yOeXK/JeHUi 110 BoripocaM Opaka, BBIOO-
pa mapTHepa, IpoZoKeHus poga. Ha fene mporpamMma
CKpUHUHIA HOCUTEJEH reHeTUYeCKUX 3ab0IeBaHuM
CerofiHs HEOTAEINMA OT BO3MOXXKHOCTE! ITpeHaTaIbHON
Y TIPeJbIMIUIAaHTAIIMOHHOW JUarHOCTUKY MIPU UCKYC-
CTBEHHOM OILUIOZIOTBOPEHUH.
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KpaiiHe BakHBIM GpaKTOpOM B 60pbbe ¢ 60JIE3HBIO
SIBJISIETCA TOJIUTHYECKas moaep:kka. CTOMMOCTD aHa-
JIM3a TeHeTUYECKOTo TeCTa HeOOX0JUMO YMEHBIIUTD,
MIPOTPaMMBI 110 MMPOCBENEHUI0 U MHPOPMHUPOBAHUIO
JIOJIKHBI CTOUTD ZIOPO’KE U TIO/IIEPXKUBATHCS B aKTyaslb-
HOM COCTOSTHWH, Zla’Ke KOr/Jla BOCIIpUATHE 6OJIe3HU Ha-
cesieHreM OyZieT HUBEMPOBAHO B pe3y/IbTaTe CBeAeHNUs
KOJIM4YeCcTBa OOMbHBIX K HY/T0. ECTh U IpyTHe TPyAHOCTH,
IIaBHast U3 KOTOPHIX — 3TO «dTHUYECKasA» OpUEHTAaIIHs
reHeTHU4ecKoro tecta. Ho 3To oyeHb ITyOOKH BOIIPOC,
K KOTOPOMY MBI ellle BEpHEMCH.

JIto6ast 601e3HB TPUOOPETAET «COLMATBbHBIN BEC» ITO
Mepe TOT0, KaK CTAHOBUTCS 3aMeTHOM. VccenoBarenun
TaJIacCeMUU TO/DKHBI OBLTH CZIeIaTh ee TaKOBOH. [ToaBo-
Has 4acThb alicbepra reHeTUIECKUX 3a00/IeBaHUN — 3TO
HOCHUTEJIU: 3[I0POBBIE JIFOZIX, KOTOPBIE, CAMH TOTO He 3Has,
mepesaoT U3MEHEHHbIE TeHBI, a T€, B CBOIO OUYEPEb,
COEMHSIIOTCSA C MYTUPOBABIIUMU I'eHaMH IPYTOTO He
JIOTaIbIBAIOIET0Cs 00 3TOM ITapTHEPA U CTAHOBSITCS IPU-
YUHOU pOKAeHUsI 60bHOTO pebeHka. ClIoBa 0 TOM, UTO 'y
HEKOTOPBIX HapoZIOB oAWH pebeHok u3 2500 poxkgaeTrcs
C MYKOBHUCI[UZIO30M, He ITOPaKaeT Hallle CO3HAHUe TaK,
KaK 3TO ITPOUCXO/NT, ECJTU PEYD UZET O TOM, YTO KaXK/bIH
25-11 3710pOBBIii YeJIOBEK SBJIAETCS HOCUTETEM MyTHPO-
BAHHOT'O TeHa, KOTOPBIN MOXKET IlepeAaTh 3aboieBaHue.
Jlaske ec/iv ¢ KOMYECTBEHHON TOYKU 3PDEHUA ITH ABa
YTBEP)K/EHUST paBHO3HAYHBL. 3a/a4ell 6aKTEPHOIOTOB
ABJsIeTCA OOHApyXKeHNe NCTOYHUKA OaKTepUH, LIeIbIo
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TeHeTUKOB OBUIO U OCTaeTcs BHIABIEHHE HOCUTENEH.
Poss moe3gku CribBecTpoHU U Vbl BBAHKO B JENBTY
peku Ilo, kKamnaHui o UAeHTUPUKAIIMY HOCUTeIed Ha
Capzunaum 1 Ha Kumpe, CKpUHUHTOBBIX IPOTPAMM /IS
HaceJleHUs pa3HBbIX CTPaH, KOTOpPble MbI PACCMOTPUM
0COOEHHO MOIPOOHO B CBA3U C UX 3HAYEHUEM He TOJIBKO
JUTS MEZIUIIMHBI, HO U JIJI1 aHTPOIIOJIOTHHY, 3aK/II04aiach
B TOM, YTOOBI II0Ka3aTh IOJBOAHYIO YacTh aricOepra.
Camo reHeTr4eckoe 3a6oieBaHe OCTAeTCA IOBOIHHO
pPeAKUM sIBJIEHUEM, HO OOHapy»KeHHe HOCUTEJISA CHIIBHO
YBEJIMYHMBAET €0 COIMATBHYO HAarpy3Ky. Kammnanuu o
MOMICKY HOCUTeJIeN BBIIIOTHAIN HECKOIbKO QYHKIIUH,
IOMHMMO YBeZIOMJIEHUA UHAVBU/IA WIH [Taphl, OCHOBHAA
13 KOTOPBIX — B3BOJTHOBATb OOIleCTBEHHOE MHEHUE U,
KaK CJIe/[CTBUE, TONIUTUYECKUe Kpyru. Ho B pe3ysbTaTe
HOJTYYIJICS CHHAPOM OTKPBITOro Mopsi. Korza Bce y3Hamm
006 3TOM, 4TO ZesaTh Aanblie? Hayka 1 TexHUKa paspa-
60Taysy MHCTPYMEHTBHI, 6s1aroapsi KOTOPBIM CTaJIo BO3-
MOXKHBIM OOHAPY>KUBATh HOCUTEJIEH, BBISIBIIATH OOJTBHBIX
ZieTelt elje B yrpobe MaTepH, BMEMINBATHCA B IIPOLECC
O6epeMeHHOCTH, YTOOBI N30eKaTh UMIUTAHTALIMH TI0pa-
*KeHHOT0 60J1e3HbI0 SMOPUOHA. 3aTeM ITpobsieMa MeHAeT
CBOH xapakTep. Mepbl NpOPUIAKTHUKHU, UX OLlEHKA U
IIpUMeHeHUe CTaHOBATCA BEIOOPOM, 0OYCIOBIEHHBIM
C COLIMa/IbHOM, STUYECKOMN, PEIUTHO3HOM, SKOHOMUYe-
CKOM, TO €CTh aHTPOIOJIOTUYECKON TOYKM 3peHus. KTo
MOJKET U KTO /IOJDKeH IIPUHUMATh pelleHus? HAUBU,
napa, obmectBo? IIpodunakTika TaJacceMuu U Tex-
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HOJIOTMYECKUH Nporpecc MOCTaBWIU BOIIPOCH MOpaIn
U 3TUKU. JII0601 5KOHOMUYECKUHN aHaIn3 TOBOPHUT B
MIOJIb3y MPOGIIAKTHUKY TanmacceMun. Ho mpobiema He
B 3TOM. CerofHsa CTajao SICHO, HACKOJIbKO OOIBITNMU
npobieMaMU ABJIAIOTCA PEUTUO3HBIN, STHUYECKUN U
KYJIBTYPHBIN aCTIeKTHI 7151 TPOPIIAKTUKY TeHETUYECKIX
3aboseBaHUN.

WTanusi, KoTopas Havasa pemiath npobiaeMy ycTpa-
HEHUS FeHETUIEeCKOT0 3a00JIeBaHYs Yepe3 COLUATbHYIO
poUIaKTHKY, ellle Obl1a 6eIHOM CTPaHOM, C OTCTANION
SKOHOMUKOW 1 HAYKOM, IMocje ABYX pa3pylIUTeTbHBIX
BOIH, C Ipeo6IaIatoM U CHJIbHBIM BIUSTHUEM KaTo-
JIUI3Ma. 3/IeCh ITOJIE3HO OIIEHUTD POJIb KATOJIUYECKOU
IIEPKBU, TTOCKOJIbKY MPOPUIAKTUKA FeHETUIECKOTO
3a00JIeBaHUA O3HAYaeT BMEIIAaTeIbCTBO B BOIIPOCHI ITPO-
ZIOJDKEHUS POZia, BEIOOD MEXAY OTKA30M OT POXKJEHUS
JleTell ¥ IpeHaTaJabHOM JUAarHOCTUKOM C MOC/IeAYIOIINM
BEPOSATHBIM abopToM. ITo3:Ke TTOSBUTCS BO3MOXKHOCTD
HCKYCCTBEHHOT'O OIIOZOTBOPEHUS U MpeAbIMILIaHTA-
LIMOHHOM JUArHOCTHUKMU.

OTHOIIIEHNEe PEeUTUO3HBIX BIACTEN U PETUTHO3HOE
MBILIUIEHUE B I[€JIOM OKa3aju CBOe BIUAHUE Ha OOpPb-
0y c reHeTUYECKUMU 3a00/IeBaHUSAMH, C TaJacceMuei
Ha rpeko-paBocjaBHON yactu Kumpa u B 6osblieit
YacTU UCJIaMCKOT'0 MUPa, HO laBaiiTe IOCMOTPUM, KaK
OPTOZOKCATbHBIE €BPEU CZie/Ialy CBOM BEIOOP B IOJIB3Y
ycrpaneHus 6one3nu Tes — Cakca.
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HcTopusa Tanaccemuu B MiTasiuu pa3BuBaiach B yCJIO-
BUAX CTPaHBI, MO3UIUA KOTOPOU COCTOs/Ia HE TOJNBKO B
OTKPBITUM TeHETUYECKUX 3a00IeBaHUM, HO U B TIOTIBITKE
peleHus IeJTUKOM ITPobJIeMbl BOCIIPOU3BEAEHUS pPoJa
YeJI0Be4YeCKoro, YToObI He ToIaraThCs Ha HEOTBPATH-
MYIO CyZAbOY i boxkbIo BOJIIO, @ UMETh BO3MOXKHOCTD
cliesaTh OCO3HAHHBIN BHIOOP. U Bce CBEPIIUIOCH: OT
CMEHBI IPUBBIYEK |0 POJIU XXEHIIWHBI B MPUHATUU pe-
LIeHUA O MaTepUHCTBe. VicTopusa pa3BopayrBasach OT
SHIUKIUKU Casti connubii (nat. «O 1eIOMyApPEHHOCTH
6paka») marsl [Tusa XI 1930 rozga v 10 MOCTaHOBJIEHUS
EBpomneiickoro cyza B Ctpacbypre no geny «Kocra
u I[laBan» B 2012 rogy.

Kak nomensnace 661 KapTHUHA, ecy OBl TajacceMus
13 60J1e3HY, IPHUBOAAIIEHN K CKOPOIIOCTIKHOM CMepPTH,
KaKo¥ oHa ObUTa, IpeBpaTWIach ObI B YCJIOBUE KU3HU,
KOTOpas MOXKeT NMPoAIUThCs 6osee 40-50 seT? Kak BbI-
60p MHAVBU/IA, TTAPHI WIV CAHUTAPHOU ITOJIUTUKY MOT OBl
MTOBJIUSITH HA TOT GAKT, YTO CETOJHS TaaCCEMUA MOXKET
OBITH BbUIEYEHA ITlepecaZIkoi KocTHoro Mo3ra? IlbiTasach
pemunTh IpobaeMy pocTa pecypcoB, HEOOXOAUMBIX /IS
1lesiel 3ZipaBOOXpaHeHUs, Mbl JOKHBI 3aaThCA BO-
IIpOCOM, He OyzeT ik mporpaMma npoduIakTUKU UATH
Bpaspes c MporpaMMoii ozzepKku bonbHOro. Eciu B
ciydae ¢ MTHQEKIIMOHHBIMU 3a00IeBaHUAMY IIPOTpaMMa
BaKLIMHAIMY Bcerza 6osiee mpenoyTUTebHA, YeM IIpo-
rpamMmMa JedeHUs, TO JJIA TeHeTUUeCKUX 3a00IeBaHmi
JJaHHBIN BapUaHT COBEPIIEHHO He ABJAETCA OUeBUAHBIM.
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OTO BOTIPOCHI, K KOTOPBIM MBI IOJDKHBI OyZIEM BEPHYTh-
¢, TIOTOMY 4YTO, OyZIlydM BIIepBble€ TIOCTAaBJIEHHBIMU B
OTHOIIIEHUY TaJacCEMUU, OHU aKTYaJIbHBI JJI BCEX
reHeTUYeCKUX 3a00/IeBaHUA.

«CunbHO ByaeT Ha 3emJie cems €ero;
poJi NpaBbIX 61arOCNOBUTCAY

Ota crpouka u3 [Icanteipu (112:2) ucTopruecku umeeT
oTHolIeHue K 6one3Hu Tes — Cakca, MeHee pacIpo-
CTpaHEHHOM, YeM TajacceMus, OJHAKOOHA 0CoOeHHO
JacToO BCTpeYyaeTcsa y eBpeeB-alllKeHa30B, KaxX/bli
30-11 U3 KOTOPBIX — HOCUTEJb. Y BCeX JPYTUX Hapo-
ZI0B 3Ta IIaTOJIOTUA JOBOJIBHO pe/Ka, U HOCUTEIN TaM
BcTpeuatoTesa B mpornopuuu 1 k 300. Takum o6pasom,
HeyZAUBUTENbHO, YTO BIIEPBBIE 3Ty O0JIE3Hb OIMKCAT
okynuct u3 CoeguHeHHbIx [lITatoB YoppeH Teii B 1881
rozy, a 3aTeM HeBposor bepHapz Cakc, oOHapyKUB
ee IMEeHHO y JieTell eBpeeB-allikeHa30B. DPpPeKT aToi
60s1e3HU pa3pylLIUTeeH, OHa IIopakaeT IvIa3a U BBI3BI-
BaeT IIPOTPeCcCHBHOE pa3pyllieHNe HePBHOMN CUCTEMBI C
MIEPBBIX MECAIEB XKU3HU, B OOIBIIMHCTBE CIy4aeB IpU-
BOZISI K CKOPOTIOCTIKHOM cMepTu. brosnorus 6one3Hu
CEerofiHA XOpOolLIOo usy4yeHa. i3BeCcTHBI yyacTBylOLIME
OUOXMMMYECKYIe MeXaHU3MBI U BbIABJIEHEI BHI3BIBAOIINE
ee reHetndeckue Myrauuu. C 1970-xX rofos cyljecTByeT
TECT Z/I €€ AUAarHOCTUPOBAHUA, OH OCHOBBIBAETCA HA U3-
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MepeHUN aKTUBHOCTH OZJHOT'O dH3UMa (reKCO30aMUHU-
zasbl A, HEX-A), oTCyTCTBUE KOTOPOT'O IIPOBOIVPYET
6071e3Hb, TPENATCTBYA GHU3UOJIOTNUYECKON YTUIN3alui
OZJTHOM CJIOKHOM IT0 COCTAaBY MOJIEKYJ/IBI, KOTOPas, TAKUM
o0pa3oM, HaKaIUIMBAETCA B OPraHU3Me U IPOBOIUPYET
paspyluTeabHble npouecchl. bonesus Tea — Cakca
6bUTa TepBOM, KOTOPOU IIPUCBOWJIN CTATYC «O0Ie3HU
HaKOIUIeHUs». BellecTBa, 0OBIYHO TIPUCYTCTBYIOIIHE
B KJIETKaX U BBINOJHAIIINE BaXHY0 HU3UOIOrHYe-
CKyI0 QYHKIIMIO, HAKaIJIMBAIOTCA, €CIN PEryasapHO He
YTUWIN3UPYIOTCA I NIOAep>KaHUA UZlealbHOTO YPOB-
HA. BBIICHUB IIpUPOAY OTBevaloleil 3a 3TOT MpolLiecce
MOJIEKYJIBI, yUE€HBIE CTAIU U3MEPATD €€ [eATeNbHOCTD,
9TOOBI TIOCTABUTH JUATHO3; 3aT€M OHM IePEILIN K 13-
Yy4eHUIO leATeIbHOCTH 9H3UMa, HeoOX0AUMOTO /i ee
MeTaboIM3aNN; U, HAKOHell, IPUIUIA K TeHEeTHYeCKOH
AVarHocTuke. /i1 UCTOPUM CKPUHUHTA OIIpezeid-
IOIUM ObUI TOT GAKT, YTO SH3UMHBIN TeCT ITO3BOJIMII
BBIABJIATH HOCHUTENEH. B To BpeMs KakK y 60JIbHOTO 3TOT
SH3UM OTCYTCTBYeT, Y HOCUTeJeH ero pyHKIUS CHIBHO
orpaHHYeHa, HO He HAaCTOJIBKO, YTOOBI IEMOHCTPUPOBATh
CUMITOMEI. /laHHasA 60yle3Hb MeeT pelleCCUBHBIMA Xa-
pakTep. DTO 3HAYUT, YTO eCJIM 002 POAUTEIST — HOCUTENN
MYTaHTHOI'O I'€Ha, TO B K&X/JOM YeTBEPTOM C/Iydae y HUX
OyzeT 60IbHOM pe6eHOK, U 3TOT PUCK IIPUCYTCTBYET IIPU
KakKZIoii 6epeMeHHOCTH.

Maitkiy Kabaky, ToXXe eBpero-alllkeHa3y, a IOTOMY
HePaBHOAYIIHOMY K IpobiiemMe, MPUHAAJIEKUT Ues
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pa3pabOTKU TeCTa, KOTOPHIH MO3BOJIII ObI PACIIMPUTD
MIOUCK HOocHuTesnel 6one3nu Tess — Cakca Ha Bce HaceJe-
HUe, TTepel/sa, TaKuM 00pa3oM, OT aHa/IN3a, KOTOPHIN
OBLT OrpaHUYEH TEM, YTO MOT OBITh POBEEH TOJbKO
C OZIHUM 4Y€JIOBEKOM WJTH OHOBPEMEHHO C HEOOIBIITUM
KOJIMYECTBOM TECTUPYEMBIX, K CAMOMY HaCTOSIIEMY
CKPUHUHTY. DTO MO3BOJIUIO MTOABEPTHYTh TECTUPOBA-
HUIO BCeX eBpeeB-allikeHa30B B CoenHeHHBIX [lITaTax,
a 3aTeM INpeJJIoKUTh UCIOJIb30BaHUE 3TOTO METO/a
Ha COTHSX THICAY YeJIOBEK BO BceM Mupe. Llenbio Je-
SATEIbHOCTH YYeHOT'0 ObUIO MPEATOKUTh UHCTPYMEHT,
KOTOPBIF MOT OBl TOMOYb B MPOPUIAKTHKE ITOTO 3a-
6osieBaHUA>’. [IpenMyIIEeCTBOM IIPOTPaMMBbI TPOGHU-
nakTuku 6osesnn Tes — Cakca OBLIO pasrpaHUYeHe
HaceJIeHUsA, KOTOpOMY Tipezarasics TecT. [I[puopuret
oTZaBajCcA eBpeAM-allikeHa3aM, HacenaBmum CeBep-
Hy10 AMepUKY, U [PyTUM MaJsIbIM HapoZaM, Y KOTOPBIX
aTa OoJse3Hb BCTpedaeTcsa 4acTo: GpaHKOKAHAAIAM
u kagkyHaM. [To mHeHUIo camoro Kabaka, 3To ObL1
MepBBIM STHUYECKU OPUEHTHPOBAHHBIN reHeTUYeCKU
CKPUHUHT. [IepBBIi KCIIEPUMEHT «B IOJIEBBIX YCJIO-
BUsAX» OBUT TIpOBeZieH B cuHarore bet-Oib B beTtecze,
mraT Mapunenz, B 1971 rogy, rae 6oee 1800 uenoBek
MIPOIIUTA TECTUPOBAaHUE. ITO OBUI yCIIEX C TOYKU 3PEHUS
SIBKU M PE3YJIbTAaTOB, KOTOPHIN ITO3BOJIUI OUY€Hb CKOPO
MTOBTOPUTBH OIBIT B PYTUX €BPEUCKUX KOHTPeraiu-
ax. [lepBble pe3y/nbTaThl CKPUHUHTA, TPOBEAEHHOTO C
ydactuem 7000 4eoBeK, MMO3BOJUIN BbIABUTH OoJee
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200 "HocuTeneit u 11 map B rpymrie pucka*®. Brocien-
ctBuH [J13BUzi PUMOITH, KPyIIHBIN Tpe/iICTaBUTEIb aMePH-
KaHCKOU MeIMIIMHCKOU reHeTUKHY, cBsA3ascsa ¢ Kabakowm,
yTOOB! HauaTh B Kanndopuuu nepsyto B Coe[HEHHBIX
[IlTaTax mporpaMMy CKpPUHHMHTA Ha roCyZapCTBEHHOU
ocHoBe (1973), koTopas uMesia OBICTPBIN 1 3HAUUMBIH
3¢ deKT, 3a KOPOTKOe BpeMA COKpaTUB bosee YeM Ha
90% KosMuecTBO cay4daeB 3aboneBanus Tes — Cakcay
eBpeeB-alllkeHa30B. [IporpaMma CKpUHUHTA HOCHUTeIeH
6ose3nu Tess — Cakca paspocsach 0 MUPOBBIX MACIIITa-
60B, OXBaTHB Pa3INIHbIE COOOIIECTBA eBpeeB-allKeHa-
30B (4 He ToJMbKO eBpeeB). B 1992 roay 6sutu 06c¢iesio-
BaHBI 60JIee MIJUIHOHA YeJIOBEeK U UeHTUPUITIPOBAHBI
6osee 36 000 HocuTesnelt 1 1056 map B rpymme pucka.
B Coemunennsbix lllTaTax nporpaMMa CKpUHHHIA Me-
Hee 4eM 3a /IeCATh JIeT CIIocOOCTBOBAIA COKPAIEHUIO
cJIy9aeB TOsIBJIEHUsT HOBBIX O0BbHBIX Ha 90%.

Ycnex TecTUpOBaHUA MTOCPEJCTBOM CKPUHUHTA 3a-
BHUCHUT OT MHOTHUX (AaKTOPOB, KaK MBI YK€ yBUJEIU B
ciaydae ¢ TanacceMueil. CyIecTBYIOT TeXHUYECKUe
acmeKThl, TaKre KaK pa3paboTka MpOCTOTO, JelleBo-
ro, IIOBTOPSAEMOT'0 TECTa, IPUMEHHUMOTO K OOJIBIIOMY
YUCITy 00pasIoB U CIIOCOOHOTr0 UAeHTUGULIIMPOBATH
MIOYTH Bce caydau 6e3 60ybIIOro KoandecTBa MoJIo-
’KUTEJTBHBIX WIN OTPUIATENbHBIX omnboK. Ho ycmex
IpPOrpaMMBbI 3aBUCHUT TaKXKe U OT TOT'0, HACKOJIBKO OHA
IpUHUMAaeTCcA HaceJleHneM, Ha KOTOpoe HalpaBJeH.
B ciyyae c TamacceMuei MBI ONUCAIH, KaK IPUMEHS-



88 [bABONbCKNIA FeH

JIMCh 0OsI3aTeIbHBIE U TTIOYTH 00513aTe/IbHbIE CTPATETUH
Ha Kumnpe wind B MyCyJIbMaHCKUX CTPpaHaxX C BBICOKOU
yacToTou 3abosieBaeMocTH (0b6s3aTenbHOE I0O0pavyHoe
uccrenosanue). Ho B Utanuu obs3aTesbHasa WK IIOYTH
obs13aTenbHasA MoziesTb OblIa ObI HeIIprueMyIeMa; U BCe JKe
OBLTH TTOJTyYEHBI BEICOKHE PE3Y/IbTAThI JIUIID B YCIOBUSIX
aKTUBHOTO IIPe/JIOKEeHUS TeCTa B 9HJeMUYeCKUX 30HaX.
Ycnex ckpuHUHTA Hocutensa 6one3nu Tes — Cakca
B ceBepoaMepUKaHCKOM eBpPelCKOM CcOo0OIecTBe He
OBLT rapaHTUPOBAH anpuopu. [103ToMy 371eCh Ba’KHO
OTZABaTh OTYET B 0COOOM YCTPOUCTBE Uy/IeHCKUX Arac-
TOp, OPraHU30BaHHBIX B KOHT'PeTalliy WM JIOKaJIbHbIE
OOIIWHBI, KOTOPBIE SIBJISIOTCS PETUTUO3HBIMU U KYJTb-
TYPHBIMU I[€eHTPaMM; 4aCTO B HUX UMEIOTCS IIKOJIBI,
BKJIIOUEeHHBIE B O0Jiee 0OIIUpPHBIEe 06pa3oBaTelbHbIE
CHCTEMBI, HO C MyZIeiCKOH crieIudUKOM. DTH KOHTpera-
IIUH @aBTOHOMHBI M MOT'YT JKUTh (pefiepasbHbIM CTPOEM,
y HUX eCTb [yXOBHbBIE ITIaBbl — PaBBUHBI, KOTOPbIE pac-
MIPOCTPAHSIOT MHPOPMALIMOHHbBIE MaTePUAJIbl, TA3€THI,
cBeZleHUA. PacmpocTpaHeHUe CKpPUHUHTA HOCUTENA
60se3HUu Tess — Cakca BO MHOI'OM 00sI3aHO 3THUM Ka-
HajlaM. OTO XOPOIINI MpUMep OOI[MHHON TeHeTUKH,
moguepkuBaeT cam Kabak, a 3a HUM UCTOPUKHU U COITHO-
JIOTH MeAuLMHBL, Takue Kak Pyt [lIBapi KoyaH, ABuaz,
Parr, Bapb6apa [Tpauncak u /lxwn Curest. B To BpeMs Kak
COIIMOJIOTH CIIOPAT IO TIOBOAY TOT'0, UTO TaKOe OOIINHA,
IIporpamMMa noJry4yusia moAJep:KKy U pa3BUTHe baroja-
ps TPyIIIIaM, KOTOphIe ce0s1 UMEHHO TaK UAeHTUDUITH-
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POBaJIM ¥ KOTOPBIE IPU3HABAJIU CYIIIECTBOBaHUE 00IIEH
npo6emsl. [lepBble CKPUHUHTY OBLINA IPOBEEHHBI B
CUHArorax, MecTax OCyI[eCTBJIEHUs KYJIbTa, TO €CThb IIPU
aKTUBHOM Y4aCTUU PeJIUTUO3HbIX MIaB. [Iponaranzaoi
3aHMMaJuCh eBpeu, IpUHaAIeKaBlire K KOHrperamu-
SIM, MEJUKU-KOHCY/IBTAHThI OBLIU €BpesiMU, CPE/ICTBA,
HeOoOXOZMMBIE /IJIT OPTaHU3ALNH U JIaOOPAaTOPHBIX MC-
c/IeZIOBaHUM, COOMPaTNCh BHYTPU €BPENCKON OOIIUHBI.
Bo3Mo:kHO, rpeobiazjany Takye siBleHUs, KaK YeTKOe
MOHATHE O O0JIEe3HU B aMEPUKAHCKON OOILIUHE eBpe-
eB-alllkeHa30B, /J0BOJbHO BBICOKUM COLIMATIbHO-KYb-
TYPHBIA YPOBEHB, BO3MOXKHO, Ia’Ke HATUUKe OOJIBIIIOTO
KOJIM4YeCTBa Bpavel, HAMHOTO OOJIbIIle, YEM Y APYTHUX
HaIlMOHa/IbHBIX MeHBITUHCTB B CoeZiHeHHBIX [IITaTax.
Pyt KoyaH pake nozagepxuBasia uer Toro, YTo TaKOu
OTKJIMK €BpeeB Ha IIPOrpaMMy reHeTUYeCcKOTo CKpU-
HUHTAa CoZlepiKaJl 3JleMeHT BbI30Ba HaIMCTCKOU eBre-
HUKE U ABJISJICA aCIeKTOM «IIPOHATaIbHOU» eBpelCKOMN
KyJBbTYPHI («IJIOANTECH U PA3MHOXKauTeCh»), IOTOMY
YTO B UTOT'€ CKpUHUHT HOcuTesd 6one3nu Tes — Cakca
okasasn a¢pdekT (kak Ha Kumpe B cirydae ¢ TasacceMuein)
0CBOOOXKZIEHUSA OT CTPaxa POAUTH OOJBLHOTO pebeHKa,
00yCIOBUB POCT POXKAAEMOCTH JAXKe B TEX CEMbSX, T
ob6a poauTesnsa 6bUTM HOCUTeNAMU. [lepBast MUpoBas
OlleHKa 3TOM MporpaMMBbl pacrosaraia i aHaau3a
JaHHBIMU 10 1988 roza.

[Tocie mpoBeieHNs 60JIee MIJUTMOHA TECTOB B Pa3HBIX
cTpaHax ObUTO BhIsSABIEHO O60siee 48 000 HocHUTeNeH U ITOY-
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Ti 600 1710710B, IOpaXeHHBIX 60s1e3Hb10. Ho 6arogapsa
CKPUHUHTY poguioch 6osnee 2000 370pOBBIX IeTEH OT
Iap-HOCUTesel, KOTOpble, BO3MOKHO, HUKOI/IA He YBU-
Zie ObI 6eJ1oro cBeTa IocJIe EPBOT'o OITBITA POAUTENEH,
MepeXXUBIINX TpareJyuio CMepTy pebeHKa B IIePBhIE XKe
roZibl ’KM3HM, pa3pylleHHoM 6ose3Hblo. KoysH cunTaer,
YTO Ba)KHO YYUTHIBATh UMEHHO 3TOT acCIIeKT, a He KOJIU-
4ecTBO a0OPTOB M3-3a OOJIBHOTO IUIOAA.

Ho o6miuHHag reHeTrka 6onesnu Tegs — Cakca Ha
3TOM He 3aKaH4YMBaeTcs. /lake B aMepUKaHCKUX Uy/eH-
CKUX KpyTax ObLIa HepeluIuTeNbHOCTh, U OBLTH IbLIKHE
PETUTHO3HBIE U JIOKTPUHEPCKYE e6aThl O BO3MOXKHO-
CTY Y 3aKOHHOCTH ITPOBOAUTH TECTUPOBAHUE METOAOM
ckpuHuHTa. Ecmy, 6iarozaps kaMmaHuu mpoQuiaKkTH-
KH, KOJIMYECTBO CJTydyaeB 3a6071eBa€MOCTU B €BPEUCKUX
oOIIMHAX, TPUCOEAVHUBIINXCSA K IIpOrpaMme, OBICTPO
CHU3WJIOCH, TO 3TOT'0 HEJb3sl CKa3aTh PO YIbTPAOP-
TOZOKCA/IbHbIE TPYIIIIHI €BpeeB, KOTOPhle He J0BEPSIU
CBETCKOU MeAUITMHE U He TTPU3HABaIU aO0PTOB, SIBJISB-
IIMXCA Ha TOT MOMEHT eIMHCTBEHHOU JOCTYITHON MepOi.
B 3TO¥ CBSI3M HEOOXOUMO YIIOMSIHYTh IIOKa3aTeTbHYIO
MCTOPHIO IporpaMmsl «Jlop Memapum» (i «Zop He-
IIIOPUM>», COTJIACHO allKeHAa3CKOMY ITPOU3HOLIEHUI0),
Ybe Ha3BaHUE MMPOUCXOAUT OT TcasiMa 112 1 o3HavaeT
«POJI IPaBBIX» («... BJIATOCTIOBUTCS»), CChLIAACH, TAKUM
o6pa3oM, Ha 0T HBIHE XUBYIIUX TOKOJEHUU Tepes
OyAyLUIUMU, YTO SIBJISAETCA HEMAJOBAXKHBIM 3TUYECKUM
aCIIeKTOM.
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Cerozus «Jlop Memapum» — 3T0 IporpamMma, Ko-
TOpas CTaBUT Mepes COO0U IeIb YCTPAHUTh P TS-
>KeJIbIX TeHeTU4YeCcKUX 3abojieBaHti, 0COOEHHO 4acTo
BCTpevalomuxca y eBpeeB. [IporpamMmMma nosiBuiaach
B Y/IBTPAOPTO/I0KCANbHOM cpeie eBpeeB CoeZIMHEHHBIX
[ItaToB AMepukHu u B Vi3pauie u cHayasia uMesa 4eT-
KYI0 uzero 60pn0sI ¢ 6oe3nbio Tess — Cakca. Y paBBU-
Ha DKIITelHa, OHOTO U3 PYKOBOAUTEJEN OOIIMHEI, B
KOTOPOIi 3apoauiach «Jlop Memapum», us-3a 60/1e3H1
Tess — Caxkca ymepJio 4eTBepo AeTeil. HeBBIHOCMMAas
AyiieBHass 60Jib, KOTOPYIO OH UCIBITBIBAJ, IPUBeEIa
€ro K MBICJIA O TOM, YTO HEOOXOAMMO MPUHATH JTUIHOE
ydacTtue B 60pbbe ¢ 6ose3Hbr0. He 0700pssa mepcrek-
THUBY IpeHATaJIbHOM IMAaTHOCTUKHU, B TO BpeMsI OTPaHU-
YeHHOU OJHUM JIUIIb aMHUOI[€HTEe30M, KOTOPHI MOT
MIOBJIEYb MMO3JHUM ab0OPT, HEJOIIYCTUMBIH 10 Uy/aei-
CKMM KaHOHaM, DKIITEeHH MpuAyMaa 00s3aTeabHYI0
crucTeMy A00pavyHOU AuAarHOCTUKHU*!. [eHeTUYeCKU
TECT MpeAIarascs A MPOX0XKAeHUA WieHaM I'PYIIIIHI,
H/Ie0JIOTUYEeCKY CUIBHO CIUIOYEHHBIM U MPUZiep>KuBa-
IOIMMCS CTPOTHX MPaBWI B OTHOIIeHUU Opaka. Bce
COTO3BI IOJKHBI TIOJIYIUTh Ofl00peHUe IIaB OOIINHEI,
MIpeX/e YeM MPUCTYITUTD K CBaZieOHOMY 00pszy. UTak,
nporpamma «Jlop Memapum» pesycMaTpUBaeT, 9To
IJIaBbI OOIWH ZI0OJKHBI TOTPEOOBATh OT BCEX CBOUX
aZIeTITOB MMPOUTU TeHETUYECKOE TECTUPOBAHUE, YTOOBI
3HATh, IBJIAIOTCS JTM OHU HOCUTEIIMU 60sie3HU. OZTHAKO
Y4aCTHUKY TeCTUPOBAHMUS PE3Y/IbTATHI HE COOOIAIOTCA.
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Byayiiye Mo1oj03KeHbI ZIOJIKHBI IIPOBEPUTD CBOIO r'eHe-
TUYECKYIO0 COBMECTUMOCTb, ZJISI 3TOTO UM IIpeIaraeTcs
KaK MOXXHO CKopee, U 00513aTeJbHO 10 BCTYILIEHUS
B IIOJIOBBIE OTHOIIEHHUS, CBSA3aThCS C IYXOBHBIM II€H-
TpoM. JlaHHas mpoleypa abCcoTIOTHO aHOHUMHA, TTPU
ee MPOXOXKAEHUH JIMIHOTO KOHTAKTa He TTPOUCXO/UT.
JIroAsM TIpucBauBaeTcs UAeHTUGUKAIMOHHBIA KOJ,
XPaHSIIUNCA Y YYaCTHUKOB IIPOTPAMMBbI U IIEHTPaJIHU-
30BaHHO CBSI3aHHBIN C pe3yJbTaTaMH F€eHETUYECKOTO
aHau3a. [Tapbl JOKHBI COOOITUTE 3TOT KO/, 10 TeJle-
boHYy B IYXOBHBIU IIEHTP U OXKUATh OTBeTa. Bee cie-
JyeT eJle3HOM MopaabHOM joruke. «/lop Memapum»
He X0YeT, YTOOBI KOT'0-TO 3aKJIeHMWIN WIN OTAEIIN
oT o0IlecTBa: MO3TOMY HU OZHOMY YE€JIOBEKY HE CO-
ob1aeTca ero cCOOGCTBEHHBIN TeHETUYECKUU edeKT.
Ecin o6a moTeHIIHaJIbHBIX MOJIOZ0XKEeHA ABIAIOTCA HO-
CUTENAMU T€HETUYECKUX MYTAIlUH, ITPOBOLMPYIOIINX
6one3npb Tes — Cakca (mpaBza, cefiuac mporpamMmma
BKJIIOYAET TAKXKe U Ipyrre 3a001eBaHus), TO OHU CaMU
U UX CEMbU ZIOJKHBI TIOCTAPaThCS CO3/IaTh JPYTYIO
mapy ¢ «COBMECTUMBIM» MapTHepoM. TakuM o6pasom,
TeCT He HalpaBJieH Ha OJJHOTO 4YejioBeKa. DTO reHe-
TUYECKOE TECTUPOBAHUE TAaphl, KOTOPOE CIYKUT He
2151 UTHPOPMUPOBAHUS MHAVBHUA O €T0 COOCTBEHHOM
reHeTUYeCKOM COCTOSHHH, a JJII CTUMYJIHPOBaHUS
eBreHHCcTHYecKuX OpakoB. bapbapa [TpauHcak u JIKut
Cures Has3BaJiM 3TO POXK/JEHUEM «T'€HETUKU IMaphl»
C OYEBUIHBIMHU COLIMOJIOrMYECKUMU ITOCIEeICTBUAMU*,
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Hauaso gearenbHOCTH «/lop Memapum» He GBUIO
JIUIIIEHO ITPOTHUBOPEYHH, TPOrpaMMa HEOHOKPATHO IO/~
Beprajiach KpUTHKe, B OCHOBHOM KaCaIoIIecst TMYHOTO
IIpaBa JINIA, TOZIBEPraolIerocs reHeTHIeCKOMY TeCTy,
3HATh pe3y/IbTaT aHAJIN3A U pelllaTh, KaK paclopsKaTbCs
cBoeil ku3Hb10. O6513aHHOCTD COOOIIATh TeHETUYECKYIO
MHGOPMALIUIO CerOZHA ABIAETCA IPUHITUIIOM, YCTaHOB-
JIEHHBIM BO MHOTHX CTPaHaX, I7ie ObUI0 ObI HEBO3MOXKHO
BBITTOJTHATH TIOZ00HBIE TECTHI O6€3 COOOIIEeHUS X Pe3yJib-
TaToB. COIMOJIOT B 06/1aCTH MEeAUIVHEL, U3PAWIBTAIHIH
ABua Pan yripekan nporpammy «/lop Memrapum» B ToM,
YTO JIFOAU MTOJBEPTAOTCSA PUCKY KJIEHMEeHMsI, KOTOPOTO
OHa cTpeMmWIach u3bexaTb. B OTHOCUTENBHO Y3KOM U
3aKPBITOM KPYTY HETPYAHO IIOHATb, II0YEMY HEKOTOPBIE
Haphl PACXOAATCS, UX UAEHTUGUIUPYIOT KaK HOCUTEJIEH
reHeTUYecKux 3aboseBanuii. Camo 1o cebe Hanu4ue
MYTHPOBAHHOT'O TeHa Y HOCUTEJI IIPUPABHUBAETCS K
60Jyie3HU, U BHYTPU HEOOIBIION OOIUHBI PeYb UZAET
MMeHHO 0 KiefiMeHnH. O6Hapy>KeHue OZHOTO HOCUTENA
HaKJIabIBAEeT KJIEHMO Ha IeIyI0 CeMbIO, IT003peBae-
MYIO B COKPBITUH OOJIE3HU, KOTOPAs PAHO WIU MO3/HO,
KaK 9TO IMPOUCXOJUT C pel[eCCUBHBIMU I'eHETHYeCKUMHU
3aboseBaHUAMU, TPOSABUTCA. M 3TO OAMH M3 Hanbo-
Jlee TPEBOXKHBIX aCIIEKTOB T'eHETUYECKOTO CKPUHUHTA.
MHoTr#e IOMHAT, YTO UMEHHO CTpax MoZl06HOTO poja
co3zaBas OosbIINe TPYAHOCTH /JI PACIIPOCTPAHEHUS
CKPUHUHTA TaJJACCEMUU B TAKUCTAHCKOM OOIIKHE B AH-
iy, YetoBeK, NAeHTUGUIIMPOBAHHBIN KaK «HOCUTETb>,
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CYUTAJICSA TPAKTUYECKU OONBHBIM, U €My OBLIO OY€Hb
TPYZAHO HaWTH cebe mapy.

OmbiT «/lop Mlemapum» cTaBUT Mpo6ieMy KyIbTyPHO-
r'O MMPEeBOCXOZCTBA IPYIIIBI HAJ, IPABOM HMHAMBHUAYyMa
3HaTh 0 cebe. I'pymma penmia ycTpaHUTb O0JIe3Hb U ITPU-
ZlyMaJia CIIoCOObI ¢/ie/IaTh 3TO, He HApYIIUB COOCTBEHHYIO
3TUYECKYIO JIOTUKY. YieHbl IPYIIB He MOTYT IT03BOJIUTD
HaHeCTH Bpe/, OyZyIieMy ITOKOJIeHHIO. DTO BIIOJIHE B IyXe
TOT'O aclleKTa 3TUKU eBpeeB, KOTOPBIY IPUIIHCHIBAET
YyeJI0OBeKy poJib B CO3/JaHUM MUpa IOCJIe TOTO, KaK eMy
OBUIO MOJI0}KEHO O0XKeCTBEHHOE Hauasio. YelloBeK UMeeT
IIPaBo IT0JIb30BaThCA 6araMu, B €ro BlIacTU U3MEHUTh
IpUpPOAY, YToObI n36exaThb bone3nu. OTcroza mpeobia-
Jarolee 06beIMHAOLIEe dTUYECKOe BIIeHNe, KOTOpoe
COCTOUT B CO3/JaHUH OJIaTOIPUATHBIX YCIOBHUH OYAYIINM
IIOKOJIEHUAM, BILIOTh [0 pa3pelieHus, B HEKOTOPbIX
ciy4anx, abopra. [loaToMy reHeTUYecKue TeCThl U BO3-
MOKHOCTh UX HCIIOJIb30BAHUA JJIA 00IEro CKPUHUHTA
MHOTO OOCYK/IaTCh B IOKYMEHTAX 110 €BPENCKOMN 3THU-
Ke, KaK IIpaBuJo, ¢ oflobpeHreM. 3HaHKe TOTO, YTO Th
ABJIAEIIbCS HoCUTeNeM 60Ie3HU, KOTopas MOXKeT OBITh
reHeTUYeCcKU fepesjaHa, — 3TO YECTHO C TOUKU 3peHUA
YeJI0BEYHOCTH, U HeobXoAuMo 0b6sA3aTeIbHO coo0IiaTh
3THU CBe/IeHUA YeJI0OBeKY, coOMparolieMycs BCTYIIUTh
B Opak*®. Jlaxke eciii OTBJIeYbCs OT peHOMeHa «Jlop
Memapum», cyllecTByeT eBpeicKui aTudeckuii GpyH-
JlaMeHT, TIPU3HAaHHBI MHOTYUMY paBBUHAMU, XOTb U He
YHUBEPCAJIbHBIM, KOTOPBII IPUCBaNBaeT YeJI0BEYECKOMY
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CyILIECTBY IIPAaBO BMELTNBATHCA B IPUPOAHBIE ABIEHUS,
BIUIOTb ZI0 BO3MOXKHOCTH, B CTpaxe Iiepe/; OIIaCHOCTbIO,
peZOTBPATUTh poXKJeHHe. EBpelickasa TpaguLus He
MIPUCBAaNBaeT IUIOAY 60KeCTBEHHOCTH YeI0BeYeCcKOMn
’KV3HU B IIepBble HeZleau Mociie ero 3adyaTtuda. OIiozo-
TBOPEHHas ANIeKIeTKa B IPOOMPKeE He MOXKET CINTATHCS
YeI0BeYeCKOH JKU3HBIO JI0 TeX Iop, IT0Ka OHA He OyzeT
puHATa MaTKOM. [IpodrrakTrka Tsxenoro 3aboseBa-
HUA U JaXKe POXKJEHUS TOKeI000JIbHOro pebeHKa He
TOJIBKO JIOITYCTHUMa, HO Y, Y4ECTHO TOBOPSI, JKeJlaTeTbHa,
Y 3TOT'0 HY>KHO aKTHUBHO 100UBaThCA. B X0z1€e AnCKyccuit
ObLT cZieaH BBIBOZ, YTO HEOOXOAMMO YUHUTEIBATH BO3PACT
Y YCJIOBUS, B KOTOPBIX /IOJKEH BBIIIOJHATHCS TecT. He
CJIMIIKOM IOHBIE — SMOI[MOHATBHOCTD MOJIOZBIX JIFoZle N
MoOIJIa HaBpeAUTh; He NpUu OepeMeHHOCTH, 3a HUCKIIIO-
YeHUEM YCIOBUHN, YTPOXKAIOIINX 3/[0POBbIO KEHITIUHBI.
Jlyuaiie, eciy 3TO 3peJsible MOJIOZBIE JIIOJIU, CTIOCOOHBIe
MOHATH 3HAUYEeHHUE TeCTa U 3aJyMBIBAIOIINECA O TOM,
YTOOBI CTAaTh POAUTENAMHU.

37iecb MBI BUJVIM CYIlIeCTBEHHYIO Pa3HUILy B [TOXO0Ze
10 CPaBHEHUIO, HAallprMep, ¢ OOIIMHON aMuIIel, KOTo-
pBIE TOXKE CTPAZIAIOT OT PsiZia FTeHETYECKUX 3a00IeBaHui
Y C KOTOPBIMU OBUIO TPOBEIEHO MHOXKECTBO UCCIIeZ0BA-
Huit. Ho aTndeckuii BEIOOP amMuIIell — He BMEIINBAThCSA
B X0/ MUPO3/JaHUA.

OueHb 6OJIBLIYIO TOMYIAPHOCTD «Jlop Memapum»
HOJIyYWJI B YIBTPAOPTOAOKCAIBbHOU eBperiCKOM 0O1HE,
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U co3llaHHas u3-3a 6ose3nu Tess — Cakca mporpaMmma
paciIvpuia cBoe eiicTBUe U Ha Apyrue reHeTUdecKue
3ab0J1eBaHMsA, YaCTO BCTPEYAIoIMecs Cpeivi eBpeeB-alll-
KeHa30B, KaK MOXKHO YBHZIETb Ha UX Beb-catite. B Co-
eanHeHHBIX [IITaTax MOSBUINCH HOBbIe MHUIIUATU-
Bbl. KOHCOpPIIUYM reHeTUYecKuX 3aboieBaHUM eBpeeB
(Jewish Genetic Disease Consortium) crmoco6cTByeT
pacIpocTpaHEeHUIO 3HAaHUM O reHeTUYECKUX 3a00J1eBa-
HUSX, TIOPAXKAIOIINX €BPEEB PA3HOT'O MTPOUCXOXKAEHUA,
U TIpeJjiaraeT psi/l TECTOB /JI BBIABIEHUS HOCUTEEH.
3aTeM MOSBUJIOCh MHOXXECTBO APYTUX MPeJI0KeHNH,
HaIpaBJIeHHBIX Ha U3y4YeH e U TPOGUIAKTUKY TeHeTHYe-
CKUX 3a00/IeBaHUM, TPe06,/1aJaloIINX y EBPEEB APYTOro
MIPOUCXOXKAEeHUs, HAalIpUMep, y UpaHCKuX eBpeeB. Cy-
IIECTBYeT MHOT'O MECTHBIX UHUIIUATUB, TPe/Iaratouiux
reHeTUYeCcKoe TECTUPOBAHME Ha BhISIBJIEHUE «€BPENCKUX
3aboJsieBaHU», HAIPUMeED, KaK 3TO MPOUCXOAUT B Yu-
Karo, rzie U3bICKUBalOT GUHAHCOBYIO IMOMOIIlb, YTOOBI
cziesaTh TecT 60Jiee JOCTYITHBIM.

BpU10 HEM30EKHBIM TO, YTO ycreX MpopuIaKTUKU
6one3nu Tes — Cakca Toydw1 pe3oHaHC B M3paure,
r/le paclpocTpaHeHre reHeTUYeCKUX TECTOB HAIIIO
OecripeliefIeHTHYIO /JiT BOCTOYHOTO MHUpPA MOAAEPKKY
U CTaJIO 3JIeMEeHTOM CaHUTAapHOM MOJUTUKU, TIPOBOJU-
MO MUHUCTEPCTBOM 37paBooxpaHeHus. Ho gaBaiite
yIIyOUMCS B aHAINU3 TPOTPAaMMBbI MPOGIAKTUKY T'eHe-
TUYeCKUX 3aboseBaHuil B V3pawsie, pejiaraeMoi He
TOJIBKO €BPeCKOMY HaceJIeHHUI0, HO ¥ HaI[OHAJIbHBIM
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MEeHBITMHCTBAM CTPaHBI, TAKUM KaK /Ipy3bl Wi 6exyu-
HBI, Y KOTOPBIX BCTPEYaIOTCs JOBOJIBHO CreNupUIecKre
reHeTHYeCcKUe 3a00eBaHuA.

HoBble colposioru B 061acTU MeAUIUHBI** MTPO-
aHa/MM3UpoBaIK «/lop Memapum», 4YTOObI IPOCTIEAUTD
KYJIbTYpHBIE IPUYUHBI, 00YCIOBUBIINE TPUMEHEHNE
U ycriex mporpaMMbl. COBpeMeHHBIE COITHOJIOTH «00-
IIMHHON I'€HETUKU», WIU «['€HOMUKU O0IIeCTBEHHOT'0
3/IpaBOOXpaHEHUs», U3YIUIU 0COOEHHOCTH TIPeJIO-
’KeHUsI T€HETUYECKUX TECTOB, UX IPUHATHSA, CITIOCOOOB
pacnpoCTpaHEeHUA HAayYHOT'O 3HAHUA U TEXHUKU Te-
HEeTHKU, oA4YepKUBas, HACKOJIBbKO OIpeAeIAIUMU
SIBJIAIOTCST KYJIBTYPHBIE acIeKThl OOIIWH, Ha KOTOPhIE
HaIpaBJIeH TeCT, IPOHATAJIbHOCTb, IPUHATHE abopTa
B CJTy4ae HeOOXOAMMOCTHU, CTPYKTYpa CEMbHU U SH/0Ta-
MUA, POJIb XKEHIIUHEI B coliuyMe U ceMbe. [Ipumep «/lop
Hemapyum» MMeeT CBOIO IIeHHOCTD. Peub uzieT 06 0IHOM
reHeTUYeCKOM UCCIeIOBAHUU CaMOOIIPe/eIUBIIerocs
HaceseHuA. JIOMUHUPYIOLIUMU 3JIeMEHTaMU ABJIAOTCA
MIPUHAJJIEXKHOCTD K IPYIIIe, UAEOJI0TUIEeCKasa U pesu-
rMO3HasA CBA3b. [IporpaMmMa ABJsAeTCS 0053aTeNbHOM,
HO BHYTPH I'PYIIIIBI, KOTOpasA IPU3HAaeT HEKYIO CUCTEMY
IIpaBWI, U3 Hee, MIPU KeJaHUU, MOXXHO BBIUTU. «J[op
Memapum» — 3TO TOYKa MepecedyeHts PeTUrHO3HbIX
JOKTPUH Y COBPEMEHHBIX TeXHOJOTUU, TOTOMY YTO
Wyaau3M, TaK Xe KaK U UCJIaMU3M, JAONyCKaeT KakK
HCKYCCTBEHHOE OIUIOZIOTBOPEHNE, TaK U paHHUE abop-
THI. PeJIMTMO3HbBIE BJIACTU CTOJKHYIUCH C TIPOOIEeMOM
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cYacThsa U OOJIM B 3IOXY, KOT/Zla CTaJ0 BO3MOXXHBIM
CO3/IaBaTh UX TEXHOJOTHUYECKU. B Tr060M ciydae, 3TO
MIpUBEJIO K He0OOXOAUMOCTHU AaTh Olpe/esieHre B ca-
MBIX KOHKPETHBIX TEPMUHAX TaKUM MMOHATUAM, KaK
TsDKesloe 3abosieBaHue, Hadyajio ¥ KOHEIl )KU3HU, OTHO-
IIEeHUS YeJ0BeKa C MPUPOAOH, ¢ 60KECTBEHHBIM, POJIb
YeJIOBEYECKOTO CyIIIeCTBA B CO3/JaHUM CAMOM IIPUPOBI.
Ho u rpaxgaHcKue BJIacTU HE OCTAJIUCh B CTOPOHE OT
npobyieM, OCHOBHAsI U3 KOTOPBIX — 3TO BOIPOC J0-
3BOJIEHHOTO TIpe/iesia TpopUIaKTUKH, YTO JUIHO MHE
KakeTcs: QyHZaMeHTaJIbHBIM B T€HETHKE.

CemeitHasa BereTatMBHas
ONCHYHKLMA U HE TONBKO

PesynbraT npodriaktuku 6one3Hu Tes — Cakca UMen
60JIbIIIOE 3HaUEHHE, TIOCKOJIbKY OH YOeIvIT ccieZioBaTe-
JIel, MalleHTOB U MIOJINTUKOB B 00J1aCTH 3Z[paBOOXpaHe-
HUA B TOM, YTO TeHeTUYECKUH CKPUHUHT HOCUTEA UMeeT
6osbII0N IoTeHIMax. CKpUHUHT HOCUTEJIS TalaCCEMUN
WIH CEPIIOBUHO-KJIETOYHOW aHEMUHU OCHOBBIBAJICS HE
Ha TeHEeTUYeCKUX TeXHOJIOTHUAX, KOTOPhIe MOABUINCH
MO3)Xe, a Ha ropaszio 6oJjiee MPOCTHIX UCCIEA0BAHUAX.
Ecnu npoduiakTrka TasacceMUu NpeAcTaBisgeT coOoi
MO/IeJTb BCeX CIy4aeB CKPUHUHTA HOCUTeeN reHeTHde-
CKUX 3abosieBaHMi, TO mpodrakTuka 6ome3nu Tes —
Cakca — 9T0 apaiurMa STHUYECKU OPUEHTHPOBAHHOTO
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CKpPUHUHTA U CKPUHUHTA, OCHOBAHHOI'O Ha reHeTuye-
CKUX TeXHOJIOTUAX. HermocpeacTBeHHBIE TIOCIEACTBUSA
MOXKHO pa3Zle/IUTh Ha /IBa HampasieHusA. [lepBoe, Kak
MBI YBUIUM JIQJIbIIIE, — 3TO CO3/IaHNE OYeHb OJIarOTIPH-
ATHOU TIOYBHI /11 CKpUHUHTA HOCUTeNel B V3pante,
rzie GOJIbIIas YacTh HACENIEeHUA SBIAETCA eBPesAMH alll-
KEHa3CKOT'0 IMPOUCX0XK/eHusAa. Bropoe — 3T0 pacripo-
CTpaHeHUe MPOrpPaMM I'eHeTUYeCKOU MPOPUIAKTUKHI
Ha ceBepOaMePUKAHCKYI0 eBPEUCKYI0 OOIIUHY, a TAK)Ke
HCCIeIOBaHUSA TPYIIIL eBpeeB IPYToro MPOUCXOXKAeHN,
HaIpuMep, TOTOMKOB CPeJHEBOCTOYHBIX MJIN UCTTAHCKHUX
eBpeeB, Ha3bIBaeMbIX cepapaamu.

CeMmeliHas BereTaTUBHAA AUCPYHKIINA ObLTa OOHA-
pyeHa B 1949 roay ABymMA aMepUKaHCKUMU BpadyaMU,
Paitnu u /leeM, YbUMU UMEHAMM OHa CHavyasa ObLIa
Ha3BaHa. JDTa 60Je3Hb OPakaeT HEPBHYIO CHUCTEMY.
[TalieHTHl HE YYBCTBYIOT O0OJIH KOXXEH M CTpaZaroT
OT OTCYTCTBUS PETYAAIUN CUMIIATUYECKOU HEPBHOM
CHCTEMBI, KOTOPasA KOHTPOJIUPYET GOJAbLIYIO YaCTh
HEPBHOU pery/siliud BHYTPEHHUX OPraHoB. Y TaKUX
J0Zle MOTYT HabJ04aThCsA caMble pa3Hble CUMIITO-
MBI, HO XapaKTePHBIM /JIT HUX SABJSETCS TO, YTO OHU
He YYBCTBYIOT OOJIU U «HE IJIaYyT», IOCKOJIbKY V HUX
OTCYTCTBYET HEpPBHAsA PETY/IALNA, KOTOpas CTUMY/IU-
pyeT BblZlesieHue ce3. boe3Hp sABIAeTCA TIXKeN0oH,
HEMHOT'ME JJOKMBAIOT IO 3PeJIoro Bo3pacTa. [14Th ze-
Tel, Y KOTOPHIX OblTa OOHapy:keHa 601e3Hb, ObLIU
alrKeHa3aMH. Y 3TOH TPYIIBI eBpeeB HOCHUTEeNIEM SIBJIA-
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eTCs TPUMEPHO KaXKAbli 27-1 (60sIe3Hb BCTpevyaeTcs
MIPUMEPHO C TOU JKe YaCTOTOM, YTO ¥ MYKOBUCIIUZO3 Y
BOCTOYHBIX HAPOZIOB, KaK Mbl YBUIUM Jjajiee), U Ha Kax-
abie 3600 HOBOPOK/IEHHBIX TPUXOAUTCSA OANH O0NIbHOMN
pebenok. Kak u B ciiyyae ¢ ApyruMy reHeTHYeCKUMU
3ab01eBaHUSIMU, BaXKHYIO POJIb /I Pa3BUTHSA HCCIe-
JIOBAaHUU U JIeYeHUs 3TOU O0JIE3HU ChITPAJIO CO3/IaHUe
acconpalyiy poguTesen, noasusiierica B 1951 rogy, —
Accoruanuu ceMeiHON BereTaTUBHOU AUCHYHKIINU
(Dysautonomia Association), ABJsSIOLIeNCSA CETOAHA
dongom (Foundation). IlepBbIii KIMHUYECKUM LIEHTP
JUIS1 JIedeHHsI 3TOTo 3aboieBaHusA MOABWICA B 1969 roay
6s1aroziapsi OKTOPY AJTMCUU AKCENTbPO/] Y HbIO-HOPKCKO-
My GoHzy. Jlacke B 9TOM ciIydae IeHTpaTu3alus jeve-
HUSA U BBICOKUU YPOBEHb CIlel[UaTU3alUuu ITPUBETU K
3HAYUTEJTHbHOMY ITOBBIIIIEHUIO BEIKUBAEMOCTH TIAIU-
eHTOB. Pemaromum ctan 1993 roz, korza 66T OTKPHIT
r'eH, OTBETCTBEHHBIN 32 pa3BUTHE ITOMN OOJIE3HU, YTO
MTO3BOJIWJIO PAaCpOCTPAaHUTh F'eHETUYECKUH TEeCT I
naeHTUGUKAIMU HocuTesnel. [1o OmbITY, TOJTydeHHOMY
B pe3ysbTare 60pb0bI ¢ 60se3HbI0 Tes — Cakca, cTanu
CTUMYJHUPOBATHCA MPOrPAMMBbI CKDUHUHTA, KOTOPBIE
BOLIIM TaKXe B MPOeKT «/lop Memapum». B 2004 rozxy
AMepUuKaHCKUN KOJIIeAK aKyIIepoB U THHEKOJIOTOB
(American College of Obstetricians and Gynecologists)
IIOPEKOMEH/I0BaJI TECT CeMbSIM, HAXOAAIIMMCSA B TPYTI-
Ile pPUCKa, TO €CTh B KOTOPBIX y)Ke BCTpevasics ciaydant
3aboneBanus, Ho PoH/, cormacHo UHGOPMAIIUH C €r0
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Beb-caliTa, pacpoCTpaHWI KaMIIAaHUIO II0 CKPUHUHTY
Y Ha IpyTUX JIIo[iel, ¥ IOUCK HOCUTesIel IToKa3asl, 4YTo
3Ta 60J1e3Hb BXOAUT B TPYIILy O0/Ie3HeH, KOTophIe Jalie
BCEro MopakaroT IIpeJcTaBUTeNel OOIIHEI eBpeeB-alll-
KeHa30B. Pe3ysbTaThl KAMIAHUY 110 CKPUHUHTY OBLTH
MIOJTy4eHBI OBICTPO: CHIDKEHUE ClIydaeB 3a001eBaeMo-
ctu rmoutu Ha 90%. B CoeguHeHHbIX [lITaTax 60e3Hb
MPAKTUYECKU HCYe3a, KOJTUIeCTBO OONBbHBIX CHIKA-
eTca U B Mspause. B 2009 rozy B kpyliHelIeM MeAu-
nuHCKoM XypHasie New England Journal of Medicine
aBTop bappoH X. J/lepHep NpoLUTUPOBAJI UCTOPUKA
MeAuLvHb Cblo3eH JInHAu:

«Eciu ceMeliHasa BereTaTUBHasA AUCPYHKITUA HUCUE3-
HeT, [3To OyzeT 3HAYUTh, YTO] P/ COIMATbHBIX U TEX-
HOJIOTUYECKUX MHHOBAIUI cHavyaja cJeaT 601e3Hb
BUJUMOI, a 3aTeM CHOBA CeJaloT ee HeBUANMOM»*,

Ho cieyronast BosiHa MporpaMMBbl POQHIaKTHUKY 60-
Je3Hu Teqa — Caxca nonuia gasbiie. CaiT, ITOCBAILEHHBIN
reHeTu4IeckuM 60s1e3HAM eBpeeB (JewishGeneticDisease.
org), uHbopmupyeT 0 ToM, uTo B CoeitHeHHBIX [IITaTax
TI0JIOBUHA €BPeeB-allIKeHa30B MOTYT CYUTAThCA HOCUTE-
JIIMU OZJHOM 13 19 HacseICTBEHHBIX O0JIE3HEH, KOTOpbhle
BCTPEYAIOTCsA Y HUX 0COOEHHO YacCTO, U YTO CYIIECTBYET
pAA ApyTUX 3ab0sieBaHUM, TTOpaXKaOIIUX ITPeCTaBUTe-
Jiei oOTHBI cedap0oB; B CBA3U C OTUM IIpeiaraeTcs
CKPUHUHT 110 38 3a60yeBaHUAM, KOTOPbIE MOTYT OBITh
oOHapy»XeHbI B pe3y/IbTaTe KOMIUIEKCHOH IMarHOCTUKU
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B JabopaTtopuu MeAUIIMHCKOrO LieHTpa Topbl CHUHAaM
(Mount Sinai Medicai Center), 1 K KOTOPbIM MOTYT OBITh
no6aBeHb! Apyrre 60se3HU. L[e/bio MPOeKTa SBISETCI
yCTpaHeHUe BCeX ITUX 3a60JieBaHMii TOCPEACTBOM OCBe-
JIOMJIEHHOCTH, OCO3HAHUS U TPaBUIBHOTO BIOOPA /IS
TIPOJIOKEHUS POJIA.

B 2010-x rozax /lsBuj Pumoiin u Matika Kabak Ha-
YyaJii HOBYIO ITPOrpaMMYy, HallpaBJIEHHYIO Ha aMepHKaH-
CKYIO €BPEHCKYIO OOIINHY TIEPCU/ICKOTO IIPOUCXOXKAEHU,
B KOTOPOW 6bLTa CUJIbHO Pa3BUTa SHAOTaMUs ¥ KOTOpast
MIPOMCXOZV/IA U3 OU€HDb OTPaHUYEHHOM reorpadpruIecKoi
30HBI, OCTaBABIIIEMNCSI U30JIUPOBAHHON Ha MPOTHKEHUN
6osee 2000 seT. ITH PpaKTOPHI CITOCOOCTBOBAIU BBICO-
KOU YaCTOTHOCTY F'eHETUUeCKUX 3a00IeBaHUH Y TaHHOMH
T'PYIIIIBI JIIOAE*® 7,

Vctopus koHTposs 6one3nu Tes — Cakca, eciau
OLIEHUBATb €€ C TOYKU 3PEHUA HOBOU NapajyurMsl IIpe-
BEHTUBHOU Me/JIULINHBI, IEMOHCTPUPYET yCIeX UCTIOJIb-
30BaHMA reHeTUYeCKUX TeXHOJIOTUM U HeIIPUHYAUTE/Ib-
HBIX METOZ0B IPOQUWIAKTUKH, C IOMOIIbI0 KOTOPBIX
pacrnpocTpaHszach HHGOpMaIysa o TecTaxX Ha BbIAB/IEHHE
HOCHTeJIeH B I'PyIlle, YeTKO OCO3HAMoIel CBOIO 3THU-
YECKYI0 U KYJIbTYPHYIO UAE€HTUYHOCTDb. YCIIEX JaHHOIO
MeToZla II03BOJIAeT IPU3HATh €ro yJauHON MOZJeNbIo
reHeTU4eCcKoN NpoPUIaKTUKU HaCAe/CTBEHHBIX 3a-
6oneBaHuil. KoHe4HO, 3TO MOAHMMAaET BOIIPOC STHU-
YeCKOro CKpUHUHTA U NMPo6ieMy MpUeMIeMOCTH WU
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HeIIpUeMJIEMOCTH B Pa3HBIX Ky/IbTypax STHOMeAULIVHEI,
KOTOPYIO MHOI/Ia Ha3bIBAaIOT PUCKOBAHHOM ITPAKTUKOU
PacUCTCKOro XapakTepa. OTOT apr'yMeHT HMeeT O0JIbIIoe
3HauYeHUe /Il TeHeTUKY 3a00IeBaHUi, 1 HaM HeOJHO-
KpaTHO NpUZeTCA IPUHUMATh ero BO BHUMaHUe.

MobeanTb MyKOBUCLNA03?

Jlo cux mop MBI paccMaTpuBaiu 3aboeBaHus, B OTHO-
IIeHUY KOTOPBIX ObLIA IIOCTABJIEeHA I[eTb TPOIIAKTUKH.
Kto-To pemw, yto 60se3Hb Tes — Cakca WiIv Tanac-
ceMus JOJIKHBI OBITh yCTPAaHEHBI, YTO JOKHA OBITh
cZleflaHa TONBITKA MHGOPMUPOBAHUA HaCeTeHUA WIN
OTZEJIbHBIX I'PYTIIT, HAXOAAIIUXCSA B 30HE T€HETUYECKOTO
PHCKa, ¥ 9TO IOJDKHBI OBITh IPUMEHEHBI TOYHBIE CTpaTe-
T'UH TI0 Hay4YeHUIO U [IpeynpexJeHuio. B 3aBucumocT
OT YCJIOBHUH, 3T POJIb BBIIOIHANACH INOO TOCYAapCTBOM,
n160 HayYHBIM COOOIIECTBOM, MO0 PEeTUTHO3HBIMU
BJIACTAMU, JTUOO I'PyNIION reHeTUKOB. OCHOBAHUA /I
3TOoro OBLIM caMble pa3Hble U YaCTO B3aMOCBA3aHHEIE.
HekoToprle U3 HUX HOCWIN 3TUYECKU XapaKTep: KaKoe
IIPaBO MBI IMeeM JJaBaTh KU3Hb, TOIHY0 60u? Corac-
HO KaKOMY IIpaBy WIU JIOJTY YeJOBEK BMENINBAETCs B
IIPUPOZAY WIH B 60KECTBEHHYIO, HETIOCTIKUMYIO I HaC
BOJIIO? DKOHOMUYECKHE apTyMeHTHI YTBEeP)K/AAI0T, UTO
Korzia 60y1e3Hb CTOUT IOPOTO B IeHEXKHOM BBIPQYKEHUH,
KOI/]a CylllecTByeT PUCK NMOTpebIeHusa pecypcoB, KOTO-
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pble He MOTYT OBITh FAPAHTUPOBAHBI, TO HEOOXOAUMO
10 BO3MO)XHOCTH MTPEOTBPATUTh €€. DTO PACCYKAEHUE
MOJKeT OBITH ellle 6ostee CIOXKHBIM. Ecyt ObI TOCy1apCTBO
He XOTeJIO BMEIINBATHCA B XKETaHUA YeJIOBEKA, HO XOTe-
710 OBI 00€CTIEYUTD MOAAEPKKY OOTBHBIM JIFO/SIM, TO €T0
00513aHHOCTHIO OBUIO OBI MPOMHGOPMHUPOBATH O PUCKE
MOSIBJIEHUS Ha CBET OOJIBHOTO peOeHKA U OXKU/IATh, YTO
MOCJIEAAyET OCO3HAHHBIN BHIOOP, 110/, PprtocodpcKoro u
PETUTHUO3HOTO YOeXKIeH!sA, KOTOPBIA TOCyZapCTBO HE
MOXXET cZlelaTh 3a TPaKJaHNHA, TaKXKe KaK He MOXKET
Y TIOBJUATDH Ha Hero. CTpaTeruu mo NpoduIakTUKe
TSDKEJIBIX TEHETUYECKUX 3a00IeBaHU TTPUMEHSIINCH
MIPH TIO/IePXKKe MTPAaBUTENbCTBA, IIYCTh U He BCerjaa B
MIPUHYAUTETBHOM MTOPSIZIKE, TIPU STOM ITPOCIEKUBaIACh
YyeTKas CBS3b MEX/y IpeATNOoChIKaMU U Ienamu. Ha
TIEPBBIN B3IVISI, TO, YTO MPOUCXOAUT C MyKOBHCITUZ030M
B MTanmu u B IPyrUX YyrojJKax MUPaA, KaXXETCS COBEP-
IIIEHHO JPYTUM. Ba’kHO IToCTapaThCs MMOHATb IPUYHHBI,
IO KOTOPBIM MBI OTZAAJIsIEMCS OT MOZEIU BhIOOpA MU
MPUHYAUTETbHBIX WA PEKOMEHYEMBIX CAHUTAPHBIX
periteHuii. MbI cTaju GJIvKe K TOMY, YTOOBI ITpe/iaraTh
TeCT HAIPSIMYIO MHMUBU/IaM WU TTapaM yepe3 KaHaIbl,
KOTOPBIE MBI XOTEIN OBl MCC/IEZIOBATH, B HAZIEXKE TI0-
HATH, KAKUM MOJKET OBITh CETO[HS COI[UATbHOE BIIUSA-
HUe TeHeTUYeCKUX 3HaHuii. HayuyHas v reHeTH4YecKas
«TPaMOTHOCTb» MHOTOYKCIEHHOT'O HaceIeH!sI, KOHEYHO,
O4YeHb HU3KA, U TOMY €CTh MHOXXECTBO MpuMepoB. Ho,
BO3MOJKHO, MBI CTOJIKHYJIVICh C TIOCTIEICTBUSMHU «T€He-
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TU3alrn» 06H.leCTBa, KOTOpad IMpoun3olljia IIoKa €Iie
HE€ M3BECTHBIMU HaM ITyTAMHU.

Mot uHTepec K 3NMUAEMUOJOTUH MYKOBUCIIH/I03a
U K pe3yJbTaTy FeHeTUUYeCKOr0 TeCTUPOBAaHUSA BCEro
HacesieHus1 00yc/IoB/IeH HaO/IIoleHUueM 3a CIydasMu,
C KOTOPBIMH MIPUIILIOCh UMETB Jiesio B LleHTpe MyKoBUC-
1MJ03a B peruoHe BeHeTo. TO NMpUBUIETUPOBAHHOE
MECTO, TIOCKOJIbKY CIIeIUaIu3UPyeTCsA UCKIIOUUTETbHO
Ha JaHHOM 3a060JIeBaHUU U SBJIETCS CAMBIM KPYITHBIM
He ToJIbKO B MTasmu, HO U, BO3MOXXHO, BO Bcell EBpore.
B Havase 1970-x rozoB B BeHeTo ObUI cZielaH MepBhIN
B VTasuu U OAVH U3 NIEPBBIX B MUpPe HEOHATaJIbHBIN
CKPUHUHI MyKOBUCLM/03a. bosnee yeM 3a 40 siet LleHTp
B BeHeTo o63aBejicsa OYeHb JeTaJlbHBIMUA U TOYHBIMU
MU EeMHUOJOTUYECKUMHU AAaHHBIMM, KOTOPbIE TO3BO-
JISIFOT OII€HUTDb 3HAYHMMOCTb SITHAEMUOJIOTHYECKUX 13-
MeHEeHUH, B TOM YHCc/Ie HeOOMbIIUX, 38 OTHOCUTEIHBHO
KOPOTKOE BpeMsI.

MHoroe n3aMeHWIOCh C TeX IOP, KOT/Ja MyKOBHCIIU-
7103 ObLI onKcaH BuepBbie, B 1930-x rogax, IpuMepHO
B OZIHO U TO K€ BpeMs aMepUKaHCKUM I1aTOJ0roaHa-
ToMOM /JlopoTu X3HcallH AHZIepceH U UTalo-IIBeu-
napckuM neauatpom ®ankoHu. CHavyana 60e3Hb
pacro3HaBaay 10 CUJIbHOMY HeZl0eZlaHUuI0, KOTOpoe
HabJozanoch y eTel y)Ke ¢ IepPBhIX Heflenb KU3HMU.
MaJsieHpKHe ITallUeHThl YMUPAIU OT UCTOLEeHUA, I10-
TOMY YTO UX OPraHU3M He OBUI cIlocOOeH ycBauBaTh
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’KUIPBI, KOTOPBIE /I TOT'O, YTOOBI KUIIIEYHUK UX BIIUTAJ,
ZIOJDKHBI OBITH ITO/[BEPXKEHBI BO3/IeICTBUIO GEePMEHTOB,
MIPOU3BOJUMBIX ITO/KENYL0YHOM JKene30i. boie3Hb
CWJIBHO ITOpakaeT 3TOT OPTaH ellle y 3apO/HbIINa, [0 3TOH
MpUYMHE CHavyasa oHa ObLIa OmrcaHa KaK KUCTO3HBIN
bubpO3 mozKeMyZ0YHOM JKee3sl. [Tocie Toro kak 6buIa
BbIAICHEHA TeHeTHYecKas Ipupoza 3aboIeBaHus, CTaIo
MTOHATHO, YTO OHO 3aTParuBaeT MHOXKECTBO OPTAaHOB,
B OCHOBHOM JieTKUe. [lociie ycTaHOBIeHUs AUarHo3a
AUCHYHKINA MOAKENTy[OIHON KeIe3bl MOXKeT OBITh
KOMIIEHCHPOBaHa IMOCPEACTBOM yHOTpebieHus dep-
MEHTOB KUBOTHOT'O IIPOUCXOXK/IEHUS, TAKIM 00pa3om,
HeZloeJaHuA B GOIBITMHCTBE CIy4aeB MOXKHO U30eXKaTh.
Ho mporpeccupyomas jeroyHas He[JOCTaTOYHOCTD
ABJISIETCA MPUYUHOUN MOCTOAHHBIX WHOEKIMOHHBIX
3abosieBaHUM 10 MPpUYNHE aHOMAJIbHO IVIOTHBIX U
BA3KUX OpOHXMAIBHBIX BbiZlesieHu. OTcroza U Apyroe
Ha3BaHUe 3TOU 60Ie3HU: MyKOBUCIIN/03. CErofHs MbI
3HaeM MeXaHU3M, OTBETCTBEHHBIN 3a IOpa’keHue He
TOJIbKO TIO/KETYZIOUHOH KeJie3bl U IETKUX, HO U APYTUX
OpraHOB, HaIpuMep nevyeHu. Ero oTKpbu1 yueHsI# [Ton
KBUHTOH, TOXXe UMEBLINI 3Ty O0JIe3Hb.

B xoH1ie 1980-X rofioB KMCTO3HBIN GUOPO3 — WiIu
MYKOBUCI[U/I03 — OBbUI OZHOM U3 MePBHIX OOJIE3HEH,
y KOTOPO¥ ObUTH BBIABJIEHBI FT€HETUYECKHE MyTallUH,
6arozapst 06beJUHEHHBIM YCIHUSM HECKOJIBKUX aMepPH-
KaHCKMX ¥ KaHAZICKUX JJabopaTopHii, XOTsS Ha CAMOM JeJie
9TO OBLIO OOJIBIIE ITOX0KE Ha HEOOBIYHOE MHOT'OHAIIHO-
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HaJbHOE HayYyHOe MPUKII0YEHNE, B KOTOPOM MIPUHSIN
y4JacTHe UCCIeloBaTeu U3 pasHbix cTpaH ([osbliwy,
Vispawssi, Kutast), 4TO B Te€ BpeMeHa MOIJIO IPOU30MUTH,
ToKasyi, TonbKo B CeBepHOi AMeprke. Kazasochk, 4To
3TO OTKPBITHE MPUOIU3WIO K HAX0XKAEHUIO JTeUeHNUs.
B Te ke roApI pacIIuPUINCh BO3SMOXXHOCTH FeHHOM Tepa-
WY, 711 KOTOPO¥ MYKOBHCITM/I03 Ka3aJIcs TpeKpacHbIM
KaHauzaToM. HO He Tak-TO MPOCTO BBECTH B KJIETKHU
OPOHXOB 3/I0POBBIM T'€H, 3aCTaBUB €ro IPOHUKHYTH B
MOJIEKY/IIPHBIE CUCTEMBI, KOTOPbIE JO/DKHBI TIPUBECTH
K TpebyeMoii 1iesii. [eHHas Tepamus CeroAHs sIBISIeTCa
OZIHUM M3 BO3MOJKHBIX ITyTeH JIeYeHUsI, HO B CIy4ae C
MYKOBHCIIHAZI030M OBICTPO CTaJIO IIOHATHO, YTO 3TOT MYTh
OyZeT OYeHb TEPHUCTBHIM, €CJIU HEe CKa3aTh HEBO3MOMK-
HBIM. B mocsteziytotiye rozibl TOMCKY ObLTU HaIlpaBIeHbI
Ha Me[MKaMeHTO3HbI€e TIyTH JIeYeHHsI, ¥ JINIITb HeZIJaBHO
O6BLTH pa3paboTaHbl IEKAPCTBa, OOEIAroIIe U3MEHUTD
CcyzAbOy GOBHBIX, JIaKe eCJTH IO TIOJIHOTO yeIleXa IporaeT
ellle MHOTO BpeMeHH.

VHTepec K MyKOBUCIIU/I03Y KaK COIIMAIbHOM O0Ie3HN
3aBHCUT OT OTHOCUTETbHOM YaCTOTHI 3TOH OOJIE3HU Y Ha-
POZIOB, TeHETUYEeCKH OTIpe/ie/IieMbIX KaK «KaBKa3CKUe» 5.
B 0CHOBHOM NMPUYMHOW CMEPTHOCTU B paHHEM BO3pacTe
ABJIIETCA 3Ta TeHeTu4yeckas 0ose3Hb. I1o cTaTUCTHKE,
OIH HOBOPOXKAeHHbIN 13 2500-3000 mopakeH MyKo-
BUCIH030M. DTO 3HAYUT, YTO KKABIA roj B Mtanmuu
poxkaaetcss 200-250 60IbHBIX ZieTel. BO3MOKHO, €/I1H-
CTBEHHBIM IIPMMEPOM B Hallleli cCTpaHe ABJIAETCA 3aKOH
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1993 roza, KOTOPBIM IPU3HAET COL[UATBHYIO OIIACHOCTD
3TOM 60JIE3HU ¥ CTUMYJIUPYET paclIpocTpaHeHUe 3Ha-
HUH O Hel, JieueHue U CTpaTeruu 1o npodbmwiakTtuke. [1o
MO/IEJTN TAJTaCCEMUM OBUTA YUPEXAEHBI PETHOHATbHbBIE
LIEHTPHl MYKOBUCIIM/[03a, pellallle KOMIUIEKCHbIe
3a/la4ul IOMOIIM OOJBHBIM, TTIOMCKA pellleHuH, TTpoBeie-
HUA dNUJEMUOJOTNYeCKUX UCCIeJOBAaHUN U TPUHATUA
Mep Ha YpOBHe HacejleHUsA. B oTnyne OT TajacceMuw,
KOT/]a TlepexoZ, HallMOHAJIbHOTO 3/[paBOOXpPaHeHus Ha
pErMoHaIbHbIN YPOBEHb 0003HAYMIT KOHEL YHUPUIIH-
POBAHHOMU CTpaTeruu lieHTPOB TalaCCEMUU U UX CKOpoe
HCcYe3HOBeHNe, perMoHaIbHbIe LIeHTPhl MyKOBUCLIMZI03a
MIPO/IO/DKAIOT MOJIb30BaThCA YHUDUITMPOBAHHBIM CTaTY-
COM BO BCel cTpaHe, OHU KOOPAWMHUPYIOTCA B paMKax
HAy4YHOT'0 coo0IecTBa U AeUCTBYIOT coob1a ¢ JIuroi
60pbOBI C MyKOBUCITHUIO30M, CO3ZIAaHHOM 110 MHUI[UATHBE
MaIleHTOB U UX CeMEH.

C rozaMu oljeHKa TSXKeCTU MYKOBUCIH/|03a ITIOMe-
Hslack. Korga-To ety ymupaayd, HeMHOr'Me MOIVIU JI0-
CTUTHYTb 3peJsioro Bo3pacra. Ho B cuTyarnu HaMmeTuicsa
nporpecc 6sarozaps pagy obcroaTenbcTs. CerofHs 60-
JIe3Hb MOXXHO IMarHOCTUPOBATh Ha PaHHUX CTaZUAX, BO
MHOT'MX CTpaHaXx U IIOYTH BO Bcel ViTanuu cyiiecTByIoT
IIPOTpaMMbl CKPUHHUHT'Aa HOBOPOXK/IE€HHBIX, IT03BOJIAIO-
I111ie BBIIOJIHATD AUAarHOCTUKY B IIEPBbIe HeZle/IN XKU3HU.
Jla’ke IpU OTCYTCTBUM CHEIMaJbHON Tepanuy JeyeHre
OKa3bIBaeT Bce 6ombutnii 3¢ deKT. B HanboIee TAKeNIbIX
cly4yaax, Kak KpalHAA Mepa, aJbTepHAaTUBON MOXET
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CIIy>KUTB IlepecaZiKa JIerKUX, KOTopasd MOXeT 3Ha4u-
TEJIBHO IIPOAJIUTD X)KU3Hb. HO € ITOBHIIIEHNEM KadyeCcTBa
JIVarHOCTUKU OBbUI cZleJlaH BBIBOZI, YTO CYILIeCTBYIOT OT-
HOCUTEJIbHO Jlerkue GOpMBbI, U YTO pedb He U/eT Hello-
CpeZCTBEHHO O ZieTcKol 6ose3HU. B HacTosAmee BpeMsA
HECKOJIBKO CJIy4aeB JUarHOCTUPOBAHO Y B3POCJIbIX. Bee
3TO IIPUBEJIO K TOMY, YTO OLl€HKa BBDKMBAEMOCTHU Ha
CeroAHANIHUY JleHb HAMHOTO BbIIIE, YeM CUMTAIOCh
paHee. MHoruMm nanueHTam 6osbiie 40 sneT. CoracHo
pacderam, B Gipkaiiiiee gecaruierre 6oree 60% many-
€HTOB JIOCTUTHYT 3peJIOro Bo3pacTa U 60JIbHbEIE CMOTYT
npoxXuTh 60see 50-60 seT. K ToMy ke BO MHOTHUX CITy-
Yasgx KaueCTBO )XU3HU CErOHA OTHOCUTEIbHO BBICOKOE.
Bce 3Ty n3MeHeHUs [IPOU3OILIH barofaps nepexoay
OT ;arHO03a, CTaBAILLEIroCs Ha OCHOBE CUMIITOMOB, YTO
BBIABJIAUIOCH TOJIBKO y Hanbosiee TSKENbIX Tal[UeHTOB,
K ZIMarHo3y Ha OCHOBE T'€HETUKU U MOJIEKYIAPHBIX HUC-
cJIeJOBaHUM, C IOMOIIbIO KOTOPBIX MOKHO Paclio3HaTh
60JIe3HB JaXKe Y JIIoZiel ¢ MUHUMAJIbHBIMU CUMITTOMaMH.
PacnipocTpaHeHne HeOHATAJIBHOTI'O CKPUHUHTIA IIpUBe-
JIO K TOMY, 4YTO celiyac MyKOBHUCLMZ030M IIPU3HAIOTCA
dbopMbI 3a601eBaHNsA, KOTOPhIE B IPOIIUIOM TaKOBBIMU
HE CUUTAJIUCD.

MyKOBUCIIH/I03 — 3TO XOPOUIMU IIPUMEpP TOro, Kak
60Jie3Hb, BhI3BaHHAsA OAHUM-€IMHCTBEHHBIM T'€HOM,
MOKET OBbITh FTeHETUYECKU CJI0’KHA U UMETh CaMyIO pas-
HYI0 KJIMHUYECKYIO TAKeCTh. VI3BeCcTHbIe MyTallluy Ir'eHa
MHOTOYUCJIEHHBI: CETOHS MbI OJIU3KU K TOMY, YTOOBI
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pacrnosHaBaTh nopsazaka 2000 us Hux. He Bce nmeroT
OIMHAKOBO TSIKeJIble TIOCTEICTBUSA, U 3TO OOBSICHSIET,
HampuMep, MoYeMy y HEKOTOPBIX ITal[ieHTOB He HabJIto-
naeTcs AUCHYHKIIUS TTOPKETyI0YHOM Kele3bl, a TObKO
JIeTOYHas HEJOCTaTOYHOCTh; MTOYEMY Y OAHUX CUMIITO-
MBI IIPOSIBJITFOTCS C POXKAEHUsA, a Y APYTUX — B 3pEJIOM
Bo3pacre. V3BeCTHHI c/lydau, KOrzia IMarH03 CTAaBUIICS
MTOXKUJIOMY Y€eJIOBEKY TIOCJIE TOTO, KaK 00J1e3Hb ObUIa 00-
Hapy’keHa y BHyKa. Hepeiko BcTpedaroTcst 601bHbIe Opa-
Ths1, KOTOPHIE, YHAC/IEZOBAB OHU U Te K€ MyTallu/ reHa
OT poAuTenel, UMeIoT pa3Hble GopMBI 3ab0IeBaHUA:
OZIVH TsDKeJT0 OOJIEH, B TO BPEMS KaK IPYTOi BEZIET MOYTH
HOPMaJTbHBIN 06pa3 JKU3HU. OTO MOKHO OOBSCHUTD TEM,
YTO OpaThsl HE ABJAIOTCS COBEPIIEHHO HUAEHTUYHBIMH,
U ZIa’Ke TIOJTyYUB OT POAUTENEH OHU U T€E XKe MyTalluu
reHa MyKOBHCIHZIO3a, OHU MOT'YT OBITh OY€Hb PAa3HBIMU
B TOM, YTO KacaeTcs OCTATbHOTO TeHeTUYECKOTO HaCIe -
cTBa. boyle3aHb MOXKET MpOTeKaTh OYEHb IIOXOXKUM 0Opa-
30M TOJIBKO y UIEHTUYHBIX OJIU3HEI0B. DTOT peHOMEH
M3BECTEH yXKe aBHO. HEeCKOIbKO WIEHOB OJHOM CeMbU
MOTYT OBITh TTOPAYXEHbI OZJHOM U TOH Ke 60JIe3HbIO, HO
Pa3HOU TsKECTU. AKTUBHOCTD JPYTHX T€HOB, Ha3bIBa-
€MBIX TeHaMU-MOAUUKATOPAMHU, MOXKET BIUATHh Ha
BBIP@KEHHOCTb KaKOT0-TMO0 pr3HaKa. CyIiecTBOBaHUE
TreHOB-MOAU(PUKATOPOB MOXKET TOJIBKO JIOITyCKaThCs, HO
He MOXXeT OBITb J0Ka3aHo. MI3BECTHO, YTO OHU JOIKHBI
OBITH, HO TOYHO HEM3BECTHO, KaKue oHU. Crydail MOHO-
TeHHOT0 3a00JIeBaHUsA, Ybe KIMHUYECKOE BBIpAKEHHE
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MOZYIUPYETCS TeHaMU-MOANPpUKATOPAMH, OTIUIAETCS
OT CJTy4asti TIOJIMT€HHOTOo 3a00/IeBaHMsA, IPOUCXOXKAEHHE
KOTOPOTO 3aBHUCHUT He OT MyTalluil B OZJHOM JIUIIIb TeHe,
a oT 6oJIee CJI0XKHOM IeHHOM CTPYKTYPhL. DTH OTKPBITHS
OCJIOXKHAIOT KapTHHY, IOCKOJIbKY CBUETETHCTBYIOT O
CKYZIHOM reHEeTUYECKOM JIeTEPMUHU3ME JJaKe B CIydae
MOHOT'€HHBIX 3a00/IeBaHUI, TAKUX KaK Te, KOTOPbIE MbI
JIO CHX TTOP OOCYXAaH.

He Gyzem BAaBaThCs B TEXHUYECKUE JI€TAJH, [VIaB-
HO€ — YYUTBIBATh 3TU IIOHATHSA, 3a[yMBIBasiCh O CTPa-
Terusax NpouIakKTUKU MyKoBUcHMA03a. Kiaccuueckas
reHeTHKa MeH/ena OblIa CKOpee e TEPMUHUCTCKOM:
KaXX/IbI{l T€H OTBETCTBEHEH 32 KaKyI0-TH00 QYyHKITUIO:
«OIUH TeH — oZlHa 60JIe3Hb». [1006HbIE TPUMEDHI
CYIIECTBYIOT, Y, TI0 CYIACTIUBON CIyIalHOCTH, TeHe-
THKAa MO3BOJIWIa MeH/en0 MOHATh IPUHIIUI FeHe-
TUYECKOU MepeZiadyd HEKOTOPHIX IPU3HAKOB TOpoXa,
KOTOPBIH MO3Ke JIET B OCHOBY OObsICHEHUS T€HETUKHU
’KUBOTHBIX U YesoBeKa. Ho, KaK 3TO 4acTo ciydaeTcs,
CKOPO BBISICHUJIOCH, YTO pPeajbHOCTh HAMHOI'O 6oJiee
cyio)kHa. [eHeTHKa BBICITUX OPTaHU3MOB HAMHOT'O Me-
Hee leTePMUHUCTCKasA, 4eM O Hel AymaloT. B Hell He
CYIIIECTBYET IMIPOCTOM U MPSIMOU CBA3U MEXAY TeHeTH-
YeCKOU MyTalllel U TSKECThIO 3a00/1eBaHusA, KOTOPOe
OHa ITPOBOIMPYET. Bo MHOTMX Ye0BeYeCKUX 6OTE3HAX
KaXKyI[uecs MPOCTHIMU MPU3HAKU UMEIOT CJI0KHOE U
HelpezickazyeMoe BhIpaskeHue. Eciiu 651 MyKOBUCITHIO3
OBLT TSKETBIM 3a60IeBaHUEM C IETCTBA, CO CMEPTHO-
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CTBIO B paHHEM BO3pacCTe, C TAKMM TeueHueM OOJIe3HH,
KOTOPO€e BO3MOXKHO JIUIIb 3aMe/JIUTh, OTCPOYUB CMePTh
Ha 5-10 sieT, IpU 3TOM CTOUMOCTb JiedeHUs Oblia OBl
0OpeMeHUTENHHON, HEMHOT'HE COMHEBAJIUCH OB B He-
00X0ANMOCTH ee MpOPUIAKTUKU. HO HYKHO JI TAKUM
’Ke 06pa3oM mpeAyIpexaaTb U GOPMbI, COBMECTHUMBIE
¢ (mouYTH) HOpMaJIbHOM *KU3HBIO, KOTOPhIe OOHAPYKH-
BaJIMCh OBI TOJBKO ¥ B3POCJIBIX JIIOAEH?

Pacnionarasg o4eHb TOYHOU SIUEMUOJIOTHEN T10
pervoHy Beneto, B LleHTpe BepoHbI MBI 3aMETHIIU, YTO
B Havyasie 2000-X ro10B KOJIMYECTBO OOIbHBIX HOBOPO-
KAEHHBIX CTaJIO0 3HAYUTEIbHO COKpalarbes. /o 3Toro
Ha IIPOTAKEHUU MHOTUX JIeT UX KOJIUYECTBO OCTaBa-
JIOCh CTAabGWUIBbHBIM, Ha CpeJJHEM YpOBHe (IIpUMEPHO
oAnH 00JIbHOM pebeHOK 13 2750 HOBOPOXK/IEHHBIX), HO
TEeINepb UX CTAJIO MeHbIIe. YUUTHIBAsA, YTO PeUb UJET O
peaxoM 3ab6oseBaHUU, He TaK-TO IIPOCTO YCTAaHOBUTH
YaCTOTHOCTbD, IIOTOMY 4YTO JOCTATOYHO HECKOJIbKUX
cJlydaeB, YTOOBI CIIPOBOLIMPOBATH CHJIBHYIO U3MEHYH-
BOCTbB OT roZia K rogy. CHavyasia Mbl ObUTH BCTPEBOKEHBI,
ZiymMasi, 4TO YTO-TO IlepecTayso paboTaTh B CI0XKHOHN
ChcTeMe JUAarHOCTUKU IIPpU POXJEeHUU. JnuBuaaca
HECKOJIBKO MecAIleB IIPOBEPKA BCEX aHATUTUYECKUX
Y CTaTHUCTUYECKUX acIeKToB ybeamia Hac B TOM, YTO
JlaHHBIe ObUTH peaJIbHBIMU U YTO UX HA/I0 OBLIIO BHUMA-
TeJIbHO KOHTPOJIUPOBATh Ha NPOTHKEHUY JJIUTEIBHOIO
BpeMeHU. MBI CpaBHWIM 3Ty CTaTUCTUKY C JAHHBIMU
IO IPYTYM pervuoHaM MUPa, YTOOBI TOHATD, IPUCYT-
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CTBYeT JIU TaM aHAJIOTUYHOE SIBJIEHUE, U BCTPETHIU €TI0
B Bperanu, pervone ®paHIu, ¢ KOTOPHIM MBI JIETKO
MOTJIM CPABHUTD JIaHHbIE, YIUTHIBASA CXOXKECTb HAIIIUX
CHCTEM CaHUTapHOTO Haj30pa. B o6oux pernoHax
HabJII0IaIOCh COMTOCTAaBUMOE COKpalleHue 3aboeBa-
€MOCTH, HO B BpeTaHu 3TO sB/I€eHUE IPUTUCHIBAIOCh
IpeHaTaJbHOM AMarHOCTHKE, TO €CTh abopTaM, KOTO-
phle crcTeMa cOopa JaHHBIX pernoHa BeHeTo eciu He
HCKJII0Yasia, TO, BO BCAKOM CJIy4ae, MofiBeprajia COMHe-
HUIo. [ToTpe6oBaIoOCh elre HECKOJIBKO JIeT HabTIoAeHuUs
Y BHUMAaTeJIbHOT0 aHa/IM3a JaHHbIX IT0 PETUOHY, YTOOBI
MIOHATD, YTO MbI CTOJIKHY/TUCH C HEOXKUAAHHBIM U CIOXK-
HBIM fIBJIEHHEM™,

VTak, 3a60/1eBaeMOCTb MYKOBUCITH/I030M YMEHb-
Imajyiach B perioHe, HO IBHO HepaBHOMEPHO B JIBYX
OOJIBIINX 30HAX: Ha 3armaze BeHeTo KoanuuyecTBO O0JIb-
HBIX HOBOPOXK/IEHHBIX OCTAaBaJIOCh CTAOWIBHBIM T10
CpaBHEHUIO C MPEABIAYIITUM AeCATUIETHEM, B TO Bpe-
Ms KaK Ha BOCTOKE permoHa MYKOBUCIIMZIO3 MTPaKTH-
yecku ucue3d. HaliTu o6bsicHeHUE OBLIO HENIPOCTO,
HO, coBMecTHO ¢ Kapso Kacrenrianu, pyKOBOAUTEIEM
nporpaMmbl PernoHanbHOM CUCTEMBl HEOHATaJIbHOU
JUAarHOCTUKM, MBI IPUIILIXA K BBIBOAY, YTO JaHHBIN
baKT MoT cTaTh pe3y/JbTaTOM IIPOEKTa CKpUHUHTA HO-
cuTesel, OCyIeCTBIIEMOT0 reHeTHKaMu [1afyaHcKoro
YHUBEPCUTETA, KOTOPbIE HECKOJBbKUMU T'OZIlaMU paHee
HayvaJu IIporpaMMy, OTKPHBITYIO /I BCET'O HaceJeHus,
He3aBUCHUMO OT HaJau4usA 00JIe3HU B ceEMbE. DTO OBLI
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HACTOSIIUW CKPUHUHT HOCUTEJA C BHYIIUTEIbHBIM
MTOKPBITHEM 32 HECKOJIBKO JIeT. [I[porpamma 6bL1a pac-
IIIMpeHa Ha psAJ rocyZapCTBEHHBIX WU YaCTHBIX J1abo-
paTopHuii BOCTOUHOM YacTu BeHeTo, U B Ioc/ieyIoliye
roZibl €U yZ1aJ0Ch TOKPHITh HaceJeHUe YMCIeHHOCThIO
noytu 200 000 yenoBeK, BEIABUB HEKOTOPOE KOJIUYe-
CTBO Iap, HaXOJAIIMXCA B rpymne pucka. [I[puHaATeIe
3TUMM [IapaMU pellleHHUs 110 OBOAY MPOJO/DKEHU poza
HaM HeW3BECTHBI, HO KOHEYHBIM Pe3yJbTaTOM CTaJo
npeaynpexaeHue poXAeHNA HECKOJbKUX JeCATKOB
OOJIbHBIX ZIETEN, KOTOPOE MOTJIO TPOU30UTH B TEYEHUE
HECKOJIbKUX JIET. DTO OBbLI MePBBIH Ba)KHBIM CUTHAI
BO3MOXXHOCTHU CyIIleCTBEHHOTO COKpallleHUs, ec/iu He
MIOJIHOT'O YCTPAaHEeHUs, TIOCPEACTBOM JIETKOAOCTYITHOTO
TeHEeTUYECKOTO TECTA, FTeHeTUYEeCKOU O0JIe3HH, KOTOpas
SIBJIIeTCSA HauboJsiee pacpoCTpaHEeHHON MPUYUNHON
paHHEeU CMePTHOCTH B 3allaZITHOM MUDeE.

37ech HeOOXOITMO HEMHOT'O YITTyOUTBCA B IMTOAPOOHO-
CTH IUCKYCCHU I10 IOBOAY TeCTa HOCUTEJ MyKOBUCITU-
71032, YTOOBI TOHATb, YTO K€ Ha CAMOM /IeJIe TPOU30IILIO
B Benero.

B oTHoOIIeHMN MyKOBUCLIM/I03a, KaK U JPYTUX T'eHe-
TH4YeCcKUX 3ab0eBaHu, CKOPO CTalIO IMOHATHO, YTO
6oJsIbHBIE JTFOY OBUTH JIUIIH BEPXYIIKOH aticbepra, cCOCTO-
ABIIET0 13 OTPOMHOTO KOJIM4YecTBa HocuTesei. Y Hapo-
ZI0B C KaBKa3CKOM 'eHeTUKOU IPUMEPHO KaXKJbpli 25-1
’KUTEJb ABJIAETCA HOCUTENEeM MyTal[UuH, CIIOCOOHOM
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CIIPOBOLIMPOBATh MYKOBUCLM/03. CerofHA MBI 3HaeM,
YTO KOJIMYECTBO MyTalluil reHa OYeHb BEJIUKO, O/lHa-
KO CyILeCTByeT OTHOCUTENIbHO HebosIbIlas rpyImna re-
HOB, KOTOPas OTBevaeT 3a IoZaBJIAtolIee OOIbIIMHCTBO
yCTaHOBJIEHHBIX CIy4yaeB 3aboseBaHuAa. MOXHO ele
CUIbHEE CYy3UTh KPYT Ha [IpUMepe HEKOTOPHIX HAPOJOB,
YIUTBIBAsA, YTO 60JIE3HD BBI3BIBAETCS JOCTATOYHO Or'pa-
HUYEHHBIM KOJTW4YeCTBOM MyTaluil. Takum obpasom,
IIporpaMMy e HETUYE€CKOI'O CKPUHUHIA HY>KHO OPUEHTHU-
POBATh Ha IIOKCK He BCEX BO3MOXKHBIX MyTalluH, a JINILb
HECKOJIBKUX 1eCATKOB. CerofHa TEXHUYECKU HECIOXKHO
Y HeZIOporo cZieslaTh TakK, YTOOBI IIpe/yiosKeHre 3TOTO
TeCTa HaCeJIeHUIO OBLJI0O SKOHOMUYECKU OIIPaBAAHHO.
B HEKOTOpBIX ciIydadx, HallpuMep, Ha ceBepe EBpOIbI,
JIOCTAaTOYHO ObUTO ObI HAWTH OHY-€/IJMHCTBEHHYIO MyTa-
IUI0, YTOOBI UAeHTUGUIMPOBATh 6ostee 90% HocHTee.
Kak u B ciry4ae ¢ TasaccemMueii, MOXXHO YTBEPK/ATh, UTO
3aTparTsl Ha IpOrpaMMy CKpUHUHTA B [Tpe/j3a4aTOYHbIN
MIEPHO/, C TUXBOH ONpaBjaay OBl 3aTpPaThl Ha JIeUeHHe
6one3un. Ho He06X0AMMO OYEePKHYTh, YTO IOZ00HAsA
mporpaMma 6bU1a OB OrpaHHUYeHa TeM, YTO He UcKaja
ObI Bce M3BECTHBIE MyTalllH, CJIeZI0BAaTEIbHO, HEKOTOPOe
KOJINYECTBO AUArHO30B OCTAIOCh OBl B CTOPOHE, U 37IeCh
BO3HUKaeT pobiema.

,Z[I/ICKYCCI/IH I10 BOIIPOCY II0JIb3bI TECTUPOBAHUA HO-
CUTe/Id MYKOBUCIIM034d, PAaCIIPOCTPAHEHHOI'O Ha BCE
HacCeJIEHHE, ObLIa OH(HBHGHHOﬁ, HO Hpe)K,HEBPEMeHHOﬁ.
VImeHHO Te ABa IIPUHATBIE HAMHX BO BHUMaHNE (baKTO-
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pa — 60JIbIIIOe KOJIMYECTBO MyTaIUi U TPYHO IIpe/CcKa-
3yeMoe COOTHOIIIEHWE MyTalluii/60e3Hell — BhI3BaIU
COCTOSTHHE HAaCTOPOXKeHHOCTH. Jaxke MHGOPMUPYsI Hace-
JIeHHUe O CyIlleCTBOBAaHUU TeCTa Ha BbIABJIEHHE HOCUTEJIA,
HM OJHA M3 KPYITHBIX HAYYHBIX KOMIIAHWU, CIIeliuaIu-
3UPYIOLIUXCA HA MYKOBUCLIUZO3€, HE PEKOMEHAYET ero
pacpocTpaHeHue, KaK MOXXHO JIETKO 3aKJII0YUTh U3 I10-
CcellleHUs CAUTOB aMepUKaHCKOT0 GpOoHIa MyKOBHUCIMI03a
CF Foundation, aHriuiickoro rieHTpa MyKoBuciiizo3a UK
CF Trust, ¢ppaHITy3cKOro IeHTpa 1o 60pbbe ¢ MyKOBUCITH-
no3oM Vaincre la Mucoviscidose u T. 7. CaMbIM CIIOPHBIM
aCIEeKTOM ABJIAETCA TO, UTO €CJIU PaCIpOCTPAHATh TECT
Ha BBIABJIEHHWE HOCUTEJISI MyKOBUCLIAZ03a, TO IOCIEeAYIO-
mas ¥ HeoOXoZimMasi reHeTU4YecKasi KOHCYIbTaIvs OyzeT
ouyeHb CI0XkHOMU. JIumb 20-30% ¢opM MyKoBHUCHIZ03a
XapaKTepU3yITCSA OBICTPBIM Pa3BUTHEM B ZIETCTBE; 60O-
JIe3Hb ObLIa KOT/Ia-TO CMEPTETHHOMN B paHHEM BO3pPacTe,
HO CEro/lHs PeJIKO BCTPETHIh pebeHKa, yMUPAIOUIEro
OT Hee. B HEKOTOPHIX CiIydasx HeoOXoArUMa Iepecasika
JIETKHX B MOJIOZOM Bo3pacTe. HecMOTpsA Ha OTCyTCTBUE
KOHKPETHOTO JieueHUs O0JIE3HU ¥ COOTBETCTBYIOIIUX
JIEKAPCTB /11 UCIIPABJIeHUs T€HETUYECKOTO edeKTa,
BO BCAKOM CJIydae IT0Ka, BBDKMBA€MOCTb 3aMeTHO MOBbI-
CWJIaCh, M KAYeCTBO XXU3HU CYIIeCTBEHHO YIY4YILIUIOCh.
MHorue *KeHITUHbBI, HeCMOTPs Ha HAJIMYKe Y HUX MYKO-
BUCITN/IO3a, UMEIOT ZieTel, MHOTHE OOJbHbIE BCTYIIAIOT
B Opak, paboTaloT, ¥ Bce 3TO He MPOCTO MPeACKa3aTh,
OCHOBBIBAACH Ha reHeTUKe. MOXXHO I'OBOPUTH JIMIIb
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0 BO3MO)XHOCTH, HO ZIOBOJbHO OOLITMMHU CJIOBAMU. DTH
ZIOBOJIBI TTOZIPa3yMeBalOT BOTIPOC: ITOYEMY B Cpefie, T7ie
€CTh MYKOBUCIIUZO03, OOUIUI TECT PeKOMEHIYETCS C
OCTOPOXXHOCTBIO? BbUIO oTlaceHure, YTO TaKOM TECT MOT
TIOZIHATH OOJIBIIIE BOITPOCOB, YeM OTBETOB. OTpaHUYeHU
TaK)Ke MPUCYTCTBOBAIU ITPU PEKOMEHIAIINY «KaCKaZIHO-
ro» TeCTa B CEMbSIX, UMEBIINX BBICOKYIO BEPOSITHOCTH
OBITH HOCUTEISIMUA TOU K€ MyTallUuM, YTO U OOJbHOU U
€r0 POAUTENN. DTa CUCTEMA XapaKTepU3yeTCs MPIMOTOMN
Y IPOCTOTOM, HO MOXXET OKA3aThCs He CIUIITKOM dddeK-
TUBHOU B TOM, YTO KacaeTcs STTUAEMUOIOTHH O0IE3HU y
11eJ10ro HaceseHus1. YToObI ICKOPEHUTH O0JIE3Hb Y boiee
MHOT'OYMCIEHHOTO Hace/leH s, He06X0[uMa IporpamMmma
00IIIer0 CKPUHUHTA.

AHanu3 Ipou3OoLIeAIIero B peruoHe BeHeTto — 310
OTJIMYHBIU ITPUMED JJI COLIMOJIOTUU MeJULIMHBIL. B aTOM
peruoHe rojaMmu COCyIieCTBOBaJIM /iBe pa3Hble cTpare-
ruu. TeppUTOpUA OTHOCUTENBHO HeOOJIbINasA U OHO-
pOZiHAA B KYJIbTYPHOM acIeKTe, YTO JieJIaeT A0MyCTUMBI-
MU pa3JIMYHble UCC/IelOBaHUA, HallpaBleHHbIe BHYTPb
TeppuTopuu. CTpaTerus, IpuMeHsABINIAsCA Ha 3ama/e,
AUKTOBAJach peruoHaJbHBIM IIEHTPOM MYKOBHUCIIU-
1032, opUIMATbHO OCHOBAHHBIM U 6A3UPYIOIIUMC B
BepoHe, KOTOPBIU MOAAEPKUBAJ TOJbKO KaCKaZHBIN
CKpUHUHT. [IpeBasupyloilas Ha BOCTOKe CTpaTerus,
cjiefys IO IyTHU porpaMMBbl, HayaToH B [Tagye, mpoBo-
[IJIa TeCTHPOBaHMe BeeX Xeymatonux. Korga MeauiiuH-
CKUe 3HaHUSA MPUMEHSIOTCS K KaKOMY-TH00 HaceJleHHIo,
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HeoOXOZNMEI He TOJIbKO TeXHUYecKue cTparerud. [Ipu
HaJIMYUU OAWHAKOBOUW TEeXHUYECKOW MHbOpMaIuu
MoBeJZleHWe U MOCJHeACTBUA MOTYT ObITh Pa3HBIMU.
PervoHanbHBIN LIEHTP MYKOBUCIIU/I03a, CUIBHO BOB-
JIeYeHHBIA B «OQUITUATBHBIN» CIIOP, KOTOPBIN BeJeTCsA
B MeX/I[yHapOJHBIX HayYHBIX cOOOIIecTBax, MHOTHE
ro/ibl IPUZEPKUBAJICA NMO3ULINN HepaclpoCTpaHeHUs
TeCTHpPOBaHUA HOCUTeNel Ha Bce HacesleHue. Ha Boc-
TOKe, Ha000pOT, HaXOAWJICA KPYIHBIY YHUBEPCUTET,
yell WHTepec K MyKOBHUCHIUZ03y OBbLI ITOOOYHBIM, HO
IIPY 3TOM OH pacroJiaraj reHeTHIeCKUMHU J1abopaTo-
pUAMHU, CHOCOOHBIMM HadaTh IPOTpaMMy CKPUHUHTA
HacesieHUA. [Ipezronaraio, 4To MMEHHO OTHOCUTEIbHOE
OTYY)X/IeHUE OT le6aTOB Ha TEMY MYKOBHCIIH/I03a U CBO-
60/1a OT KyJbTYPHBIX CBA3€M, N3-32 KOTOPBIX MHOTHE
I[EHTPHI B UTOTe MIPHCIOCOOMINCH K JOMUHUPYIOIIeH
njiee BMeCTe € UX TeXHOJOTMYeCKUMU MOIIHOCTSAMU B
pa3BUTUM IIPOTpaMMBI, TpuBeso [lasyaHckuil yHUBep-
CUTET K TOMY, YTOOBI IIPEJJI0KUTD IPOTPAMMY U CKPU-
HUHT ThICAYaM Tap.

[ToTpeboBaIKCh TOCTOSHHEIE U /leTalbHBIE JAHHEIE,
KOTOpBIE 3aTPOHYJIU LIeJIbIH PsAJ| perHOHAIBHBIX Tabopa-
TOPUH, YTOOBI IPUNTH K 3aK/IIOUYEHUIO, YTO B BOCTOYHOM
4yacTH perroHa BeHeTo mMaccoBo npezjaraics TecT Ha
BBIIBJIEHME HOCUTEJIA, U YTO CYyIIeCTBOBAJIO MHOKECTBO
nabopartopuii, rae 6510 BO3MOKHO ITPOUTH TECTHUPOBa-
Hue. biarozapsa Ux cCOTpyZHUYECTBY MBI IIPUILIN K BbI-
BOZy, UTO CHIDKeHUe 3a001eBaeMOCTH MYKOBHUCLIHZI030M
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OBLIO TTPOMOPIMOHATBHO KOJUYECTBY BBITTOJTHEHHBIX
TECTOB Ha BBIABJIEHUE HOCUTENA. YTOOBI COCTAaBUTH
MIOJIHYIO KapTUHY, MBIl pacCYuTalu, 4YTo 3a 15 jeT Ha
BocTOKe BeHeTo 66110 poBezieHo 60siee 80 000 TecTOB,
B pe3yJibTaTe KOTOPBIX ObUTH BBISABJIEHBI 82 TTaphl HOCHU-
Teselt 3aboseBaHusA, B TO BpeMs KakK Ha 3amnajie ObUIo
npeaaoxeHo 2500 TecTOB, KOTOPbIe BBIABWIX 9 map.
KosruecTBO GOJBHBIX HOBOPOXKIEHHBIX OTPaXKaeT 3TU
ZlaHHble. Ha cerogHAIIHNNI JeHb HACUMTHIBAETCS IIOYTU
200 TBICAY BBIIIOJTHEHHBIX TECTOB.

Ho 4epe3 kakue KaHaJbl TECT, PeAIOKeHHbIH [1a-
Ayel, TOCTUT HaceJleHUA U pacrpocTpaHuica? Bormpe-
K{ TOMY, 9YTO MBI 3HaeM O TajlacCeMUM U O OOoJIe3HU
Tess — Cakca, kKaMIIaHUU He TTPOBOAWIUCH, He OBLIO
pacmpocTpaHeHUs HHPOPMAIUU B IIKOJIAX O 6ose3-
HU U O DUCKe ee IepeJiadu, He ObLIO BBICTYIJIEHUH
rocyZlapCTBEHHBIX CAHUTAPHBIX, IPAKAAHCKUX WU
pPEeIMTUO3HBIX BiacTeil. OpraHbl 3[paBoOOXpaHeHuA He
MMEeIOT HUKAKOTO OTHOIIEHUA K JaHHOMY SBJIEHUIO.
Ha BocToke BeHeTo He cyIecTBYeT Jake CeTU reHe-
TUYECKUX KOHCYJIbTAIIUN WIN yUpeXJeHUN, KOTOPhIe
HEKOTOpPOe BpeMs Ha3aZ Ha3bIBAJIUCh IIEHTPAMU IIa-
HUPOBaHUS CEMbU, KOTOPbIE MOTJIH ObI CITOCOOCTBOBATD
pacrpocTpaHeHU0 MHGOpMaAIUX O TECTUPOBAHUM.
Kpowme Toro, He06X0AMMO CKa3aTh, YTO CYIIECTBOBAIN
U Apyrue jabopaTtopuu B VTasmuu, KOTOpPbIE OCYIIECT-
BJISUIU TTIOUCK HOCUTEJIe MyKOBUCLIMZ03a, HO TOJBKO B
BeHeTo pe3ynbTaT ObLT HACTOIBKO 3HAYUTENBHBIM, YTO
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MIPUBEJI K CyI[ECTBEHHOMY CHIDKEHUIO 3a00IeBaeMo-
ctu. K coxaneHuto, He CyIeCTBYeT JaHHBIX JJId TOTO,
YTOOBI yTBEPXKAATh, ObLI I B BeHETO MOIyYeH TOT Ke
pe3y/bTaT B OTHOLIEHWY APYTUX T€HETUYECKUX 3a00-
neBaHui. KoHeyHO, B iTasmu ObUIO OTMEYEHO COKpa-
LieHue cay4daeB cuHApoMa /layHa, HO 371eCb pedb UJeT O
IIpeHaTaJIbHOMN, a He O ITpeZi3a4aTOYHOM JUarHOCTHUKeE,
KOTOpas OCYIIECTBIISIETCSI COBCEM MHBIMU CIIOCOOaMU.
A nymato, yTo OyZeT JOTUYHO 3a/aTh BOIIPOC: KaKUe
KaHaJIbl OBLTY 33/1eICTBOBAHBI IJIS JOCTUKEHUS TAKUX
pe3y/IbTaTOB Ha BOocTOKe BeHeTo? Hanmmuue taboparo-
pU, CIOCOOHBIX BBIMIOJHUTD TECT, €T0 MPAKTUYECKU
becriaTHasA ZOCTYITHOCTDh, KOHEYHO, CHITPAJIM CBOIO
poJib. MHOTHE CUUTAIOT, YTO MHGOPMAIIHSA PACIIPOCTpa-
HsJIaCh HEPABHOAYIITHBIMU K IIpobsieMe aKyliepaMu, HO
TOT/IA TTOJTyYaeTcs, YTO B BeHeTO TakoBBIX OOJIbIIIE, YEM
B ocTasbHOU YyacTu Mtanuu.

I[To3Bouio cebe IpeasIoKUTD Apyroe 0ObsACHeHNe, KO-
TOpPOE YYUTHIBAET posib Accoranuy BeHeTo o 6opbbe
C MYKOBUCIHIO30M. DTa aCCOLMALNS UTUPOKO MpeJ-
CTaB/IeHa Ha BOCTOKe BeHeTo, 6oJbIle, yeM Ha 3ama/e,
Y TIpe/ljlaraeT B PETMOHE Psifi UHUIIMATUB, OXBATHIBAIO-
IIMX HECKOJIBKO THICSY YeIOBEK eXXerofHo. PopMaibHO
Acconmanus He 3aHUMAEeT [TO3UIINIO B IIOJIB3Y TecTa Ha
BBISIBJIEHVIE€ HOCUTEJIS, HO UTPAET POJIb B PACIIPOCTPaHe-
HuU nHopManuu o 6ose3Hu™. JlymMaro, YTO HaCeJIeHUIO
BOCTOYHOI'O BeHeTo, 10 UCKIIOYNTETbHO JOKATbHBIM
MpUYUHaAM, ObUI IIpeIoCTaB/leH HeKUi 00beM HHPOP-
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Malliu, KOTOPBIY MOBBICWI UX OCBEZOMJIEHHOCTD O Ta-
TOJIOTUH. [109TOMY MHOTHE TIaphl IIPOCAT WJIU JIETKO
COIVIAIIAIOTCSA Ha Mpe/JIoyKeHNe IPOUTH TeHEeTUIECKOoe
TEeCTUPOBAHUE, YTOOBI IPUHATH PELIEHNE O POXKAEHUN
neteii. Bce 370 Haz0 OBI TPOBEPUTH. 3/1€Ch HATTPAIIIMBa-
eTCsI ellle OMH BOTIPOC: 3aXOTAT JIU Te XKe Mapbl IPOUTH
TeCTUPOBaHUe Ha HaJau4ue Jpyrux reHeTUYecKux 3a-
6oJieBaHU, WIN MYKOBHCIIU03 BJISAETCS TJIaBHON U
eZIMHCTBEHHOU MPUYNHON MX OecriokoiicTBa? XOpoIlo
OBUTIO GBI POBECTH OIPOC CPEAU aKYIIEPOB WIH B3ATh
WHTEPBBIO Y AP, MPOLIEATNX TeCTUpOBaHue. [1oIyduTh
JlaHHBIE OyZIET HE TaK YK CJIOXKHO; CYIIeCTBYET MHOXe-
CTBO KCCJIeIOBAHUH, OI[eHUBAOIINX GAaKTOPHI, 00Y-
CJIOBJIMBAIOIIVE IPUHSATHE WM OTKa3 OT TeHETUYeCKOTO
TecTUpOBaHUsA. Bce 310 nMeso Ob1 O0IBIION UHTEPEC U
MOTIJIO OBI TPUBECTH K OOCYKAEHUIO TEMBI CIIOHTAHHOT'O
pacIpocTpaHeH!s HayYHbIX 3HAaHUU cpei Hace/leHu .
CresoBaTebHO, KOCBEHHO MBI IOJDKHBI 3aTPOHYTH TaKHe
TEeMbI, KaK PaclpoCTpaHeHUE «Te€HEeTUIECKOU IPaMoT-
HOCTH» U «T'€HEeTHU3alHs» 00IeCcTBa, IO MOBOAY Yero
CyIIeCTBYeT MHOXECTBO CIIOPOB CPeJy COBPEMEHHBIX
COLIMOJIOTOB B 00JIaCTH MEeAULIHBI, HO, KOKeTCs, UMU
CWIbHO IIpeHebperaroT B MiTanuu. Ham cTOUT nmogymaTh
0 TOM, YTOOBI IPSIMO TIpe/JIaraTh Iy OJINKe TeHeTUIECKHe
TEeCTBI, XOTb 3TO U ABIAETCSA IPOOIEMOI, HECMOTPS Ha TO
YTO TeMa CerofIHA BUTAeT B Bo3zyxe. MBI 10JDKHBI TAKKe
3aTPOHYTh TEMY «JIMOEPATbHOU T€HETUKU» M COMOCTa-
BUTD €€ C yIIpaBJiAeMOoi reHeTHKOM, a TaK:Ke TeMy TOro,
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KTO JKe BCe-TaKU JJoJDKeH IPUHUMATh PeIleHUs B CTpa-
TErusAX HapOAHON TreHeTUYeCKOM MeJUITUHBI: CUCTeMa
roCyZIapCTBEHHOT'O 3/[paBOOXPaHEHUsA, UHANBU, WU
’Ke He0OXOIMMO MTOAyMaTh O IPYTHX MOJEJISAX, TAKUX KaK
«T€HEeTHYECKHe COOOITeCTBa» WIN «KOJUIETUH TPaKAaH»?
O6 3TOM MBI IOTOBOPUM B CJIEAYIOIIUX ITaBaX. Bompoc
POJIWIICS M3 CPaBHEHUS TOTO, YTO yKe ObUTO CKa3aHO PO
MYKOBHCIIMZIO3, ¥ TOTO, YTO ZI0 3TOTO OBUIO HAITMCAHO
po TasacceMuro wiu 6oe3Hb Tesst — Cakca.

Ha BocToKe BeHeTo u3-3a cTeuyeHUs: OJaronpusiT-
HBIX OOCTOSTENIBCTB CAOXKUIACH CUTYyallUsd, KOTOpas
IIpuBesa K BBICOKOW CIOHTAHHOUW MOMYJAPHOCTH Y
HaceJleHUs TeHeTUYEeCKOTO TecTa, NMpeAJoKeHHOTO
yepe3 «HeodUIMATbHBIE» KaHAJBI. MBI 3aaqUMCs
BOIIPOCOM: OBUIO JIU JaHHOE SBJIEHUE JAeHCTBUTETHLHO
CIIOHTAHHBIM U CaMOTEYHBIM, UJIU K€ CYLeCTBYIOT
HeKHe 3aUHTEePeCOBAaHHbBIE CUJIBI, «yIIPABJIABIINE» M.
U ko aTo? Hayka? O6mmectBo? CeMmbu 60IbHBIX? CH-
cTeMa rocyZlapcTBeHHOT0 3/[paBooxpaHeHus? [louemy
MBI OJDKHBI esiaTh 3T0? [IoToMy 4TO 60J€3Hb CTOUT
aeHer? /s OyAymux MOoKoseHu? YToObl yMEHBITUTD
TSHKECTh HecuacTbs1? YToObI M36aBUTHCA OT 6011? MBI
He MOXXeM CKasaTh, YTO IIPou30muIo B BeHeTo, ¢ TOY-
KU 3peHUs PeNpOAYKTUBHOTO BhIOOpA HAceNeHUs.
B apyrux cTpaHax mpezjioKeHue TecTa Ha BhIBJIeHNE
HOCHUTeJISI MyKOBUCIIH/I03a, KOHEYHO, OPUEHTHUPOBAHO
Ha NpeHaTaJabHYIO0 JUAarHOCTUKY. MBI BXOAUM B 3IIOXY
yTBEPXAeHUA peJbIMIIaHTAallUOHHONW JUarHOCTHU-
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KU U UCKYCCTBEHHOI'O OIUIOAOTBOPEeHUA. [0 cCUX mop
B iTamuu 3TOT NMyTh OBLI Iperpa/jeH 3HaMeHUThIM
3akoHoM N2 40, 110 KOTOPOMY, OZTHAKO, MBI HAabOII0[aeM
IopUAnYecKre mocaabaeHus.

W nocneguee. PekoMeHgaua Toro xe AMepruKaHCKO-
r'0 KOJUIe/IKa aKyllepoB Y TUHEKOJIOT'OB O IIPOXOXKAEeHUUN
TeHEeTUYECKOT'O TeCTA B IPeI3aYaTOYHBIN TePUOZ JTMOO0 B
COCTOSTHUM OepeMEHHOCTH Ha MpeAMeT HaIn4us Hanbo-
Jiee paclpoCTPaHEHHBIX MyTaIli MyKOBUCIIMI03a, ObI-
CTPO CITOCOOCTBOBAJIA COKPAII[EHHUIO KOJTMYECTBA HOBBIX
60sbHBIX. KOHEYHO, HeJOCTATOYHO UHGOPMUPOBATD,
HeoOXO0ZMMO MpeooieBaTh 6apbephl, KOTOPhIE MOTYT
OI'PAaHUYUTD JOCTYI K TeCTUPOBaHUI0. B CoeilMHEHHBIX
[ITaTax 3TO AenaeTcs MOCPeACTBOM KaMIIaHUM I10 CTpa-
XoBaHUI0. B VITauu 3TO MPOUCXOAUT Yepe3 CUCTEMY
MpeIo’KeHUsT 6eCIUIaTHOTO U YIIPOIEHHOT'O OCTyIIa
K TecTy. iIMeHHO 06 3TOM rOBOPHUJIOCH B OTHOM /JIOKY-
MeHTe VITaJIbsIHCKOTO 06IecTBa 0 MyKOBUCIIUAO03Y
(http://www.sifc.it/), omybsmkoBanHoM B 2013 rozy.
[Tpob6ieMbl, CylllecTBYIOIIYE B HAlllel CTPaHe, BHI3BAHEI
OTCYTCTBHEM HAllMOHAJIbHOW CAHUTAPHOMU MOJUTUKHU.
B pasHbIX peruoHax JoAu, pelunBlire MPONTH mpe/-
3a4aTOYHBIA FeHeTUYeCKUN TeCT, MOT'YyT OKa3aThCs B
OYeHb pa3HbIX CUTYyaI[USIX: OT OECIIaTHOT'O OKa3aHUs
yCJIyTH 0 TpeOOBaHUS MPEABABUTD AOPOTOCTOSITUN
TUKeT (TaJI0H Ha YaCTUYHYIO OIUIaTy MeJAUIIMHCKUX
ycayr B ITamuu), OT HeOOXOAMMOCTH MPeJI0OCTaBUTh Ha-
3Ha4YeHWe OT CIeI[UaINCTa B 001aCTU TeHETUKU 10 TIPS-



124 [bABONbCKNIA FeH

Moro focTyma. Kpome Toro, cio;KHOCTD BBI3BIBAET U CaM
1o cebe IpoIecC CO3/JaHUsI CAaHUTAPHOU MOJUTUKU B
OTHOIIEHUY T'€HETUYECKOT'0 TECTUPOBAHUSA HOCUTEJIA,
YYUTBIBASI OTCYTCTBUE OQUIMATBLHBIX IOKYMeHTOB. Eciu
Ha CHUCTEMY r'OCyZIapCTBEHHOTI'0 3ZI[paBOOXpaHeHMs ObUTa
BO3JIO)KEHA OTBETCTBEHHOCTh 3a pellleHue MPobIeMbl
TaJacCeMUU, TO 3TO Ke caMoe MO)XHO CKa3aTb U O My-
KOBHCITH/I03€e. OTCYTCTBUE MTPABUJI U [I€JIEH — 3TO TOXKE
BBIOOP. MOXXHO OKa3aTh MpeAnouTeHne JubepansbHOM
reHeTHKe, T7ie KayKAbIA MHANBU/ UILET MOAXOASIINN eMy
MIyTh ¥ IPUHUMAET €ro CTOMMOCTb. OZIHAKO 3TO OyzeT
BBIOOD, HE COBMAJAIOIINY C TPUHIIUIIOM JOCTYITHOCTU
U CIIpaBeAJIMBOCTU, KOTOPBIM XapaKTepU3yeTcs Hallla
cucTeMa 37i[paBOOXPaHEHHUS.

CepI'IOBVI,D,HOKJ'IETOLIHaH dHEMUA

Ha Omumnuazge 1968 roza B Mexuko iBa aMepUKaHCKUX
JlerKoaT/ieTa MOJHAMNCh Ha TIOAUYM ITobeauTesnei B
3abere Ha 200 MeTpPOB ¢ 30JI0TOU U OPOH30BOH Me/a-
samu. Oto 6butn Tom Cvmurt u [IxxoH Kapisioc. Koraa 660t
MIOAHAT aMepUKaHCKUM ¢uiar moz 3ByKU TMMHa, 06a
aTJeTa OIyCTHIH 'OJIOBBI M IOAHSIU CKAThIe KYJIaKU B
YepHBIX ITepyaTKax. Bo3M0OXXHO, OHU CTaJIU JIeTeHAaMU
cKopee G1aroapsi 5TOMy JKeCTY, YeM CIIOPTUBHBIM /10~
CTHIKEHMAM; DTUM OHU JKeJIav 3aCBUETEIbCTBOBATh
CBOU MPOTECT MPOTUB AUCKPUMUHAIIUU Y€ PHOKOXKHUX.
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B AMepuKe MOJHBIM XOZI0OM Iiia 60pbba 3a rpakaaH-
ckue npasa. B 1966 roay B OkyeHze, Ha ceBepe IITa-
ta Kanudbopuus, 6su1a o6pazoBaHa [lapTusa yepHBIX
manTtep (Black Panther Party) — aBM>XKeHUe B 3alTUTY
rpakZaHCKUX IPAaB Y€PHOKOXKET'0 HaceJeHUs. 4 ampes
1968 roza B Memouice 6611 yOUT npenofio6HbIN MapTuH
Jltotep KuHr, mugep ABM)XEHU 32 ITpaBa Y€PHOKOXKUX U
naypeaT HobeneBcko# mpeMuu Mupa. B aTux ycioBusax
16 maa 1972 roga Puuapg HukcoH, 37-U mpe3suieHT
CoeguneHHbIX lllTaToB AMepuku, nognucan Hamuo-
HaJIbHBIM aKT 110 KOHTPOJIIO CEPIIOBUAHOKIETOUYHOM
anemuu (National Sickle Cell Anemia Control Act)®!.
HuKCOH yTBepiKasl, YTO CTpaHa JoKHaA Oblia HaBep-
CTaTh yIylleHHOe B 60pbbe mMpoTUB marybHoi 6oes-
HU, CBOMCTBEHHOU TOJIbKO YEPHOKOXKEMY HACETIEHUIO.
CorznacHo nozacyeTraM, oT 25 g0 50 TeicAY IpeJCTaBU-
TeJIeH 3TOU pachl OBUIM TTOpaKEeHHBI €. EXXerosHo ¢
CEepIIOBUIHOKJIETOYHOM aHEMUEH pOXKAaniach MPUMEPHO
ThICSYA ZIeTel, U MOYTH Ba MUUTMOHA aMepUKaHIIeB
OBLTH HOCUTEISIMU, B OCHOBHOM YepHOKOXKHe. YacToTa
BCTPEYAEMOCTHU JpenaHoIUuTo3a (UIn CeprOBUAHO-
KJI€TOYHOM aHeMUu) cpeAau appoaMepHKaHIleB ObLIa
HaAMHOTO BBIIIIE, YeM MYKOBUCITU/I03 y Oeytoro Hacee-
HU, HO TIPU 3TOM 00'beM BHUMAaHUsI, KOTOPOE VAeJIsIn
3THUM JIByM 3a00/IeBaHUSAM OpTaHbl 3/[paBOOXpaHEeHU,
OBLI HECOTIOCTABUM, /Ia ¥ OCBEZOMIEHHOCTD HAaCEeJIeHHA
ObLIa IBHO CMeIlleHa B CTOPOHY 6ose3Hu 6enbix. Enre
60J1ee BOMUIOIIEH ObLTa pa3HUIlA B TIO/IePKKE UCCIIEO0-
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BAHUH CO CTOPOHBI OOIECTBEHHBIX ¥ YACTHBIX GQOH/IOB.
Accoumannu, Takue, HAaIpuMep, KaK Te, 9YTO 3aHUMa-
JUCh pobseMaMU MYKOBUCIH/O3a WIN MBIIIEYHON
avctpodun, 6N B COCTOSTHUM HAIPaBIATh BecbMa
BHYIIWTEJbHbBIE CPEJCTBA HA UCCIeOBAaHNE ITUX 3a-
6oseBaHUM, B TO BpeMs Kak /JiA pellleHus IpobaeMbl
CEepIOBHHOKJIETOYHON aHEMUU He CYIeCcTBOBaIo HU
OZTHOM accolranuu. B uTore «cTaTychl» 3TUX HACIe-
CTBEHHBIX 3a00JIeBaHUM CTaI CHMBOJIU3UPOBATH /1B
coobimiecTBa: 60yie3HU OeNbIX, XOPOIIO U3yYeHHbIE U
y3HaBaeMble, 5KOHOMUYECKH XOPOIIO MOAAepKUBAe-
Mble; U 60JIe3HU YepHBIX, MapruHajbHble, CKPBITHIE,
OTZIJaHHBIE Ha OTKYII YePHOKOXXEMY HaceJeHHUIO.

U Bce ke cepIOBUAHOKIETOYHAA aHEMUSI OYeHb pac-
IIpoCTpaHeHa B MUPE U UMEET CXO)KHe YEPTHI ¢ Tajac-
ceMuer. OTu /Ba 3ab60eBaHUS KPOBU BHI3BIBAIOTCS
MyTalUsIMU B TeHaX, PETyIUPYIOIINX CUHTE3 TeMOTJIO-
O6uHa, IpOTerHA, COZIePKAIerocs B 3pUTPOLIUTAX U He-
06XOAMMOTO /JIsI TIEpeHOoCca KUCI0Poa K TKAaHIM, TO
€CTb UMEIOIIIEro KU3HEHHO BAXKHYIO QYHKITUIO. JIpyToit
UX 00IIlel XapaKTepUCTUKOU ABJISIETCA TO, YTO OHU 00a
JIeJTal0T HOCUTEIA 60Jiee YCTOMYMBBIM K MaJIApUM. TaKuM
00pa3oM, KaK U B CJIy4ae ¢ TajacceMueli, HOCUTENb cep-
MMOBUAHOKJIETOYHOM aHEMHHU UCIIBITHIBAET CEJIEKTUBHOE
JlaBJieHre U BbDKUBAeT B 30HAX, KUIIAIINX KOMapamu,
KOTOPBI€ IepeHoCcAT Ia3moauu Massipuu (Plasmodium
malariae). Ho ogarom ceprioBUZJHOKJIETOUYHON aHEMUH
sapisetcsa Yeprnasa Cybcaxapckas Appurka, B KOTOPOH
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60s1e3Hb IPUCYTCTBYET HE PABHOMEPHO, a IOCTATOYHO
IIMPOKO paclipe/iejieHa, BCTpedaeTcs y pa3InyHbIX Hapo-
JIOB U 110/} Pa3HBIMU Ha3BaHUAMHU. biarogaps npuayzgam
TeHeTHKH CYIIeCTBYIOT TaKXKe JIeTKue GOpMBI CepIIOBU/-
HOKJIETOUHO aHeMuH, peobiazatomue B CeHerare,
rle xapakTep 60yie3HU NpruobpeTaeT ocobbie GOPMHEI,
COIVIACHO UCC/IEZIOBAHUAM MEAUIIMHCKOTO aHTPOIIOIOTa
Jyansl OynBULIN .

Hukcon roBOpuWJI:

«MHorue oT Hee yMHUpAIOT NpeX/JeBpeMeHHO|...].
B despane 1971 roza A noazep:xas npeajoxxeHnue o
TOM, YTOOBI AZIMUHUCTPAIHS IIepecMOoTpesia OTHOIIeHYe
K 3TOU UTHOpUPYeMOH /10 cux 1nop 6ose3Hu. S Bblge I
10 MWIIMOHOB Z0JUIAPOB Ha IPUMEHEeHNEe COOTBETCTBY-
IOIIUX IIporpaMM B 1972 rogy, cymMMa B €CATh pas Ipe-
BBIIIAE€T CYMMY, BBIZIEJIEHHYIO Ha 3TU Leau B 1971 roxy
[...]. Ora uudpa 6yzeT yBenudeHa o 15 MUUIMOHOB B
1973 r. u 3a¢pukcupoBaHa B HanmmoHasibHOM aKTe 10
KOHTPOJIIO CepIIOBUIHOKIETOYHOU aHEMUM, KOTOPBIH A
celiyac oAmnuchBal [...]. f cuuraro, 4To 3TH JeMCTBUSA
MIOATBEPXKAAI0T HEOTJIOXKHOCTD, C KOTOPOU 3Ta CTpaHa
00s3yeTca 00JIETYUTh CTPAJAHUA, IPUINHSAEeMble 60-
JIE3HBIO».

OCHOBHBIE MepbI COCTOSUIU B IIPOTPaMMaX CKPUHUHTA,
MHPOPMUPOBAHUY U NTPOCBEIIEHUH, B CTUMY/IMPOBAaHUU
HCCIeIOBAaHUH B 1eJISIX JUATHOCTUKY, B MEAUIIMHCKOM
06CTy)KMBAaHUU U KOHTPOJIE CEPIIOBUAHOKIETOYHOMN
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aHeMuu. bopbba ¢ 60Ie3HbIO OCYIIECTBIAIACH TAKKe
Y TIOCPEACTBOM MPOPUIAKTUKYU U TTOMCKA HOCUTETIEH.
[Tporpamma TpaHchopMUpOBaIach B 3aKOH, ¥ BO MHO-
rux JacTtax CoeguHeHHBIX IIITaTOB MMOKMCK HOCUTEIEH
cpeay YeEPHOKOXKHUX CTal 00s3aTeNbHBIM. VICTOPUK B
obnactTu MeauiMHbl KedT Baiiny MocBATHA OHO U3
CBOUX UCCJIEIOBAHUU CBA3U MeX/Y PeNaHOMTO30M U
PacOBBIMU aclieKTaMHU 3/[0POBbs, TPOAHATU3UPOBAB POCT
OCBEIOMJIEHHOCTU U Pa3BUTHUE MeJUIMHBI B Membuce,
ropozie 6110323, B McciaeoBaHUM OH OTIHMCHIBAET TeC-
HYIO CBSI3b MEXY «pacoii» v 60yie3HbI0. YepHOKOXKEMY
HaceJeHUIO OBbLIM XOPOIIIO 3HAKOMBI IIPUCTYTIBI 60JIH,
MIPpUYUHSIEMbIE 60JIe3HbIO, KOT/Ia SPUTPOIUTHI 3aKyIIO-
PHBAOT caMble TOHKHE BEHBI, UM TaK)Xe ObLIO XOPOIIIO
M3BECTHO O CKOPOIIOCTIKHOM cMepTU. bose3Hb O6bLia
YaCThIO UX KYJIBTYPhI HACTOJIBKO, YTO IO MPOIIECTBUU
JIECATWIETUH OHa MproOpesa MOJTUTUKO-3THUYECKUH
XapakKTep W, HaKOHell, ObIa BKJIIOYEHA B IIPOT'PaMMy
YepHbimu nanTepaMu. C 1960-x rozos [1apTysa 4epHbIX
maHTep 60poJIach 3a CaMOOPTraHU3AIIMIO M CAMO3AIIUTY
YEepPHOKOXKMX, OHA co3zajia GopMbl MEAUIIMHCKOTO 00-
CJIy>KUBaHMSA, KOTOPbIe BKJIIOUAIN CKPUHUHT U 00CIe-
ZIOBaHUe Ha MpeIMET HAJIUYUA JpelaHoluTo3a. JyaHa
®ynBUUM MTOAYEPKHUBaa BaXKHOCTb CBOeOOpa3HOM ca-
MOOpraHu3anuu B 60pbbe 3a mpru3HaHue 3ab0IeBaHus,
OTJIMYAlOIIeNcs OT pacIpOCTPaHEHHOU B IPYTHX 3amaj-
HBIX CTPaHaX TeH/IeHIIUU CO3/laBaTh acCOI[UALIUU KaK
croco6 MOOWIN3aINH, CBOMCTBEHHOU CpeIHEMY KJIaccy.
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[TpocTo cpesy YePHOKOXKETO HaceEeHUS CPEAHUIN KIace
O6bLT c1abo TpeAcTaBieH, K TOMY JK€ OH ITOABEPTasCs
HalagKaM CO CTOPOHBI BOMHCTBYIOIIUX I'PYTIIT, KOTOPHIE
B 60-70-e rozpl BOCOPUHUMAJHU €ro KaK UHCTPYMEHT
6esioro obImecTBa 151 KOHTPOJISA HaZl YepHBIM. Kak MbI
YBUZMM U3 CIeAYIOIINX I7I1aB, 00beANHEHUS BOKPYT He-
KOTOPBIX OOJIE3HEN, TAKMX KaK MyKOBHUCIIU/IO3 VUTH FeHe-
TUYECKVE MBIIIEYHbIE 3a00IeBaHUS, UMETH COITUATbHOE
Hayvajio ¥ caMble pa3Hble OpraHU3aI[MOHHBIE GOPMBI,
OCHOBBIBJIMCh HA MOOWIM3AIMK OOpa30BaHHbIX CJIOEB
HaceJIeHUs U BJIVSUTH Ha YYEHBIX U TTIOJINTUKOB, I00MBa-
SICh IPUHATHUSA CAHUTAPHBIX MEP U 33/]aBasi HallpaB/IeHHe
HCCIIeZIOBAHMSM.

HauaTtaga B CoeauHeHHbIx IllTaTax HanlxoHaabHAasA
IIporpaMma 1o 60pbr6e ¢ cepIoBHUAHOKIETOYHOH aHEMU-
eli ObLIa MOMTUTUYECKUM PEIIEHUEM U TIPUIILIA «CBEPXY»,
MO TaJIKUBaeMas HeOOXO0AMMOCTBIO «UTO-TO CAEIaTh JJIsS
YEepPHOKOKEr0 Hace/IeHUs», YTOOBI BCTYITUTDb B 60PBHOY C
60J1e3HBI0, KOTOPAas I0 CUX ITOP OcTaBajach 6€3 BHUMa-
HUSA 110 OYEBU/IHBIM PACOBBIM IprurHaM. OTCrO/[a MONUIN
O’KUBJIEHHBIE TIOJIUTHUUECKYE TIPEHUS: CTOJIKHOBEHUE
MTPOTHBOTIOJIOXKHBIX B3IVISIZIOB IEMOKPATOB U PeCITyOJTH-
KaHIIEB O /IOCTYTIE K JIEYEHHUIO, O POJIU 37IpABOOXPaHEHNH,
MTO3UI[UH CTOPOHHUKOB IIPE3YMITIIUY BUHOBHOCTH I10
MIOBOZIy TOTO, KaK BbUIEYUTH YEPHOKOXKUX, U OMIOPTY-
HUCTOB, 3a00TUBIIUXCS O TOM, KaK ITOJyYUTh UX r'0JIOCA,
He ITOTepPsIB IIpaBbIX OesbiX. Ho /17151 WieHOB YepHBIX JIBU-
*KeHUH 60sie3Hb cTasa GaKTOPOM HAEHTUYHOCTU U OT-
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CTanBaHUA CBOUX [IPaB; OH CIIOCOOCTBOBAJ CTUXUIHOMY
CO3JJaHUIO0 MeIMIIMHCKOM opranu3anuu. Kak rosopurcs
B 3aABJIeHUAX YepHBIX TaHTep, YePHOKOXKUE BHIHYXK/Ie-
HBI OBLTH B3ATh B CBOU PYKH COOCTBEHHBIE ITPOOIEMBI
Y JIEYUTDb CBOM TeJsla, «IIPUHAaAIeKallye PeBONIOIUN».
3aberas Bmepe/, OTMedy, YTO B IJAHHOM CJIy4ae pedb
uzeT 06 ocobom peHOMEHE «OHOCOIIUATBHOCTH», KOTja
reHeTUYeCKUi NMpU3HaK, CBA3aHHBIN C TAXKeJIOU IaTo-
JIorueH, CTaHOBUTCA GaKTOPOM OObeIMHEHUS CO00IIIe-
cTBa. Ho corranpHas opraHu3anus TOro, YTO M3 ITOTO
MIOJIyYMJIOCh, MMeJIa COBCeM MHOe BhIpakeHue, 4eM To,
YTO IIPOMCXOANIIO IIPUMEPHO B Te 3Ke TOABI C 60Ie3HBI0
Tesa — Caxkca y eBpeeB-alllKeHa30B.

Bri60op npe3ugenTa HUKCOHA U MATEXKHbIE IBIKEHHUSA
YEepHOKO)Xero HaceJeHUs He ObUIN CTydaliHBIM COBIIa-
ZAenreM. CTONKHYBIIKCH C COLIMAJIbHBIMU BOJIHEHUAMUY,
C ABDKEHMEM 3a paBHbIE JOCTOMHCTBA U IIpaBa, JaXe
aIMAHUCTpAIMsA OCO3Hasa, YTO JIoJDKHA OblIa YTO-TO
caenatb. Heo6xoauM ObUT OTBET CHCTEMEI 3[paBOOXpa-
HEHUA, KOTOpasd MeHsIa CBOIO CTPYKTYPY HeE TOJIBKO B
CBSI3U C IPU3HAHUEM IIPAaB YePHOKOXXHUX, HO ¥ YTOOBI
BO3MECTHUTDb UM yIepb, 6eccCOBECTHO HAHOCHMBIH ellfe
[10 He/JaBHUX T10D.

B 1972 rozmy 3aKoHUWICA KpaliHe BaXKHBIU «HAyYHbIN»
SKCIIepUMeHT, U3BeCTHbIN Kak VccneoBanue cuduminca
Tackuru (Tuskegee Syphilis Experiment), mpoBoAUMBIH B
Anabame® — mrrare Ha 1ore CIIIA, rie 60bHbIE CUDIITH-
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COM JIFO/I1 HAXOWIKCh I107] MEUIIMHCKUM HaOJTIOZIEHUEM,
HO K HUM He IPUMEHSUIOCH JIeueHre JIeKapCTBEHHBIMU
cpeAcTBaMM, YTOOBI HAaOIIOJaTh «€CTECTBEHHOE pa3-
BUTHE O0JIE3HU» U BBISAICHUTD, KAKOU OyZIeT SBOJIOLN
3aboJyieBaHUsA, eCJIU He MOoABEPraTh ero COOTBETCTBYIO-
memy GpapMaKoJIOTHIECKOMY JIeUeHHUI0. DTOT TTO30PHBIN
SKCIIEPUMEHT ITPOBOJUJICS IO STUAOMU CIIy>KObI 00111e-
CTBEHHOTr0 3ipaBooxpaHeHusa CIIA u anuica 40 et
C 1[eJIbI0 HabJIIo/ieHrs 3a pa3BuTheM UHbeKIuu. [l
y4acTHs B HEM OTOOpaM MTOJOIBITHBIX CPeAr OeIHOTO
ZlepEBEHCKOT0 YePHOKOXKEro HaceJeHus: okpyra Mei-
KoH. MccieoBaHye TPOJ0/KANIOCh, Jaske KOTZia CTalo
M3BECTHO, YTO cyllecTByeT 3dpPekTrBHOE TedyeHre. Cu-
e UMeeT oOYeBUIHbBIE STUYECKHE Y CUMBOJIMYECKHE
MIPU3HAKU — CMeCh pa3BpallleHHOCTH, 6e3HPaBCTBEHHO-
CTH 1 6 THOCTH, COLMATBHBIN U GU3NIECKUN YIIaZI0K, —
KOTOpPHIE OIPaBABIBAIN, COTJIACHO MPpe0baatonuMm
MIpe/ICTAaBJIEHUAM TOU STOXU, MEAUKO-OMOIOTUYECKUN
SKCIIepUMEHT Ha/l HaceJleHHeM, He UMEBIITNM KYJIbTYPHBIX
1 SKOHOMUYECKUX PECYPCOB, YTOOBI IPOTUBUTHCS STOMY.
CepnoBUZHOKJIETOYHAS aHEMUs, KOHEUHO, He uMeJa
TAKOI'0 K€ CHMBOJIMYECKOTO 3HAYEHU, KaK CUDIIIHC,
HO B 1960-X roziax Hayasa IIposIBIATLCS ee ColralbHasA
BuAMMOCTb. OHa IIpe/CTaBIAET UHTEPEC, B TOM YHCIIE
JUIST YIEHBIX, YbeH I1eTbI0 OBLIO TIPOJIEMOHCTPUPOBATh
MIPaKTUYECKYIO BAXKHOCTh JTAOOPATOPHBIX UCC/IEIOBAHUH,
KOTOpble HAaUMHAIN MEHATh UCTOPUIO MeJULIMHbBI, HAYHU-
Hasl C IOHATHS «MOJIEKY/ISIPHOM OOJIE3HM».
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[TapTusa yepHbIX nMaHTep yupeauna PoHj uccieno-
BaHUsA CEPHOBUAHOKIeTOYHON aHeMmuu (Sickle-cell
Anemia Research Foundation), yrBepxaas, 4To oc-
BeZIOMJIEHHOCTDb O Oosie3HU, bopbba 3a ee mpeayrnpe-
KAeHUe, JedeHUe UIU YCTpaHeHUe JOIKHBI ObLIN
WHULIMUPOBATHCSA MEJULIMHCKON caMOoopraHu3alu-
ell. AKTUBUCTHI TAPTUU MIPUHSAIU MePHI 110 CO3ZaHUIO
MMYHKTOB 3ab0pa KPOBU /I BBIIBJIEHUS OOJBHBIX U
HocuTesel. YepHble MaHTePhl CYUTATHU, OYATO TTpaBU-
tenbeTBO CIIIA fienano Maio Wik HU4Yero He Jiesaso JJisa
MIPOJBYKEHUS UCCIE0OBAHUN M MPOGIAKTUKY Apera-
HOIIUTO3a WIH APYTUX 3aboseBaHUi, 0COOEHHO CUJIBHO
MmopakaBIIMX appoaMepuKaHCKOe HaceleHue, TaKUX
Kak AuabeT WK MoBbIIIIeHHOe AaBneHue. PoHz cep-
MTOBUZIHOKJIETOYHOM aHEMUHU TTPeJOCTABIISII TeHeTUYe-
CKYI0 KOHCY/IBTAIIUIO /JI TIepeCMOTpa STHeMUOIOT U
3abosieBaHUsA U CTABWI Tepe/ COOOH Ieb COKPATUTh
3ab01eBaeMOCTb, CZeIaB TECT JJisI BCeX YePHOKOXKUX
6ecriaTHEIM™ . KOHEYHO, TaKye CTUXUHHBIE MEPHI I10-
BJIMSUTM Ha pPelIeHUe MTPe3n/IeHTa 10 CTUMY/IUPOBAHUIO
KaMIIaHUM TIPOTUB 3TOU OOJIEe3HU.

Psiz; y9€HBIX-COIIMOJIOTOB OOCYXAaIu U 60oJiee CI0XK-
HOe sIBJIEHUE, CO3/IaBIlleeCs] BOKPYT APENaHOIUTO3a B
70-x rozax B CIIIA, KOTOpOe XOpOIIO OOBICHAET, KaK
60J1e3Hb MOXKET MPOSIBUTH Ce0S B COI[UATBHOM ITUIaHE,
JOOUBIIKUCH CBOETO IIMPOKOTO MPU3HAHUA U BBIHSA
W3 UCKJIIOYUTETHHO MEAULIMHCKON U OMOJIOTUYECKOH
cdeprl. bestoe 1 yepHOe HaceeHre OBLI0 OCBEIOMIEHO
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0 Hel pa3HBIMU crtocobamMu. 3HaMEHUTHIM B TO BpeMS
cran duabM Cuzanu [yaTbe «Terutblii ;ekabpb» (A Warm
September), T71aBHasi TepOUHs KOTOPOTO OOJIbHA Cep-
IMOBUIHOKJIETOYHOM aHeMueli. Ha TeleBUIeHUU BBIXO-
JIVJTU TIepe/iadr, pacCcKa3bIBaBIIIME O JIIO/SAX, UMEBIIHUX
3Ty 60JIE3HB, CIIOPTCMEHAX C MUPOBOM M3BECTHOCTHIO,
3adgBJIABIINX O TOM, YTO OHU OOJIbHBI WIH SABJISIOTCA HO-
CUTEJISIMU, PACCKa3bIBaBIINX O CBOEH KU3HU U JIEYEHUH,
TIPU3BIBABIINX K CO3IaHUIO accoliranuii v poHzaoB. EcTe-
CTBEHHO, BCer/ja 3To ObLTH Y€PHOKOKIE MPE/ICTABUTEIH.
VIX BBICTYTLIEHUSI ObLIU 3PETUIHBIMU U TPOTaTeIbHBIMHU,
a YMOIIMOHAIbHO OKpallleHOEe 3PeUIIe TTPOU3BOJUT
CUIbHBIN 2)deKT.

JlaBaiiTe paciivpuMm moJe 3peHusi. Bo Bpemena pa6o-
BJIaZIEJIBYECKOTO CTPOSI TEJIO Herpa IeHWIOCh KaK CHJTb-
HO€e, BBLIHOCJIMBOE, TTOJXO/SIIIEee Jisi paOOThI Ha XJIOTIKO-
BBIX TIOJISIX, CITIOCOOHOE TIEPEHOCUTD Harpy3KH, KOTOPhIE
OeJTbIii YeJI0BEK He cMOT OBl TeprieTh. [Tociie armoxu pab-
CTBa, C yBeJIMYeHEM KOJIM4eCcTBa 6€ZIHOTO TOPO/ICKOTO
YepHOKOKETro HaceleHusI, He 3a/IeliICTBOBAaHHOTO B IIPO-
MBIIIUTEHHBIX IIPOIeCccax, Teao appoaMepuKaHIia CTano
accoIMMPOBAThCA C HUIIETOM, JereHepaliuei, Mapru-
Hasu3anuel. C IosBIeHUeM acCoIlhaIui YePHOKOKIX
TEJI0 CTAHOBWIOCh MHCTPYMEHTOM BO3Me3/IHsI, a cama 60-
JIe3Hb — JIEMEHTOM HAEHTUYHOCTU U OT/INYIHSA OT 6esIo-
ro HaceseHusA. OTCIo/ia ¥ CBSI3b C KAPTUHKOMU ABYX adpo-
aMepPUKaHCKUX aTJIETOB C TIOAHATBIMU CKaTIMU B KyJIaK
pyKaMu HaIIpOTUB aMepPUKAHCKOTO ¢yiara B MIOAJEPIKKY
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JBIKEHUS YepHBIX TTAHTED, MTOMYIAPU3UPYIOIINX CPEAN
YEePHOKOKEr0 HaceJeHUs 3HaHUA 00 UCKIIIOYNUTETbHO
ux 6ose3nu. OZIHAKO OCHOBA 3THUYECKOU MaTOJIOTUU
ZIOBOJIbHO HETIPOYHA U He OyZIeT UMETh IOC/IEACTBUH, TIO-
CKOJIbKY cpeZir ahpoaMepUKaHCKOTO HaceJleH!Us OYeHb
pacIpocTpaHeHbI U TSKETBI U IPYTHe 3a00IeBaHus, Kak,
HaIpUMeD, paK MPe/CTaTeTbHOM JKele3bl ¥ TIOBBIIIIEHHOE
nasieHue. Jlo cux 1mop He pelneHa rmpobiemMa 3aKOHHO-
CTU 3THOTE€HETUYECKOU MEeIUIINHBI, KOTOpas PUCKYET
OBITH 3akyIeiiMeHHOM. CepITIOBUHOKIETOYHAS aHEMUS
ObUTa BOXKHBIM [TIPHMEPOM 3THOMATONIOTHH. HekoTophie
WICCIIeZIOBAHMS, KaK IIPOJeMOHCTpUpoBas MenbOypH Tat-
mep®® ¢ 20-x 1Mo 50-€ IT., 0OHAPYKWUJIN B 3TOH O0JIE3HU U
B COCTOSTHUY HOCUTEJIA CJIe/ leTeHepalliy, CBI3aHHbIH,
IJIaBHBIM 00pa3oM, C IPUHA/JIEKHOCTHIO K HETPOUAHOM
pace. Bosiee TOro, HaJIMYYE CEPITOBUIHOTO SPUTPOIIUTA B
KpPOBU 0€eJI0T0 YeJIoBeKa YKa3bIBaJIO Ha CMellleHue, IyCTh
Y CPeJY IaJIEKUX TIPEJKOB, «dEPHOM» U «OeJIok» KPOBU U
CYMTAJIOCH IPU3HAKOM HEYMCTOTHL. KaK moguepKuBaioT
KPYIIHbIE MEAVKN aMepPUKAHCKOU KOHCTUTYIIMOHAIb-
Hou mkosbl /1. Baysp u JI. /Ixx. ®uiiep®”, cMepTHOCTb,
BbI3bIBaeMasi 60JIe3HbIO, HAIMYKE PKO BBIPAXKEHHOM
aHeMUU U IIPOYre CTUTMAaThI ABJIINCh HEe YeM HHBIM,
KaK MIPU3HAKOM JIPENaHoINTO3a% U «IereHepaTUBHOTO
COCTOSTHUST», KOTOPOE COKPAIlaJi0 COTTPOTUBJISIEMOCTD
U CIIOCOOHOCTD K aZlalITalllu.

Takum ob6paszom, 10 pAAY MPUYHH CEPIIOBU/IHOKIIE-
TOYHAsA aHEMUSA MPECTABISIET OYeHb OOJBIION Ha-
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VYHBIN, KYJbTYPHBIA U @aHTPOIMOJOTUYECKUU UHTEpeC
¥ TOYKY cOOpa HEOZHOPOAHBIX SIBJIEHUU, COBIIAJeHE
KOTOPBIX CIIPOBOLIPOBAJIO PAa3BUTHeE CIOXKHOTO Clie-
Hapus, I7e neperieTaloTcsa HaydHasd, coluanbHaa U
MeJUIIMHCKasA UcTopuu. bose3Hb Obla 3aBe3eHa U3
Adpuku BMecTe ¢ pabCTBOM ¥ BeKaMU OCTaBaJach B
mpeziesiax OHOU STHUYECKOU IPYIIIbI, Oyydu CBsA3aH-
HOI c reHeTUKOU. bosie3Hb BrI3bIBajia HU3KWU MHTepec
y 6esbIx U KpaliHe peZiko ynoMuHanach. OHa 6bl1a Ha-
y4HO omnmcaHa rocie 1910 roga y appoaMepuKaHCKUX
manueHToB. besble ee OTKPBUIH, B TO BpeMs KaK YepHbIe
3HaJIM 0 Hel Beerza. JTo OblIa mepBast «MOJIEeKyJIApHai»
60J1e3Hb, BHIABIEHHAA UCCIELOBAHUAMU CTPYKTYPHI
remoriobuHa Jlaitnyca [TosiHra, ofJHOTO U3 HanboJee
IIpocBelleHHBIX YMOB XX Beka, ABak/bl 1aypeaTta Ho-
OeJIeBCKOM ITpeMUU: TI0 XUMUH (B OpUrHHaJIe — I10 Me-
aunuHe. — [Ipumeu. nep.) ¥ IpeMUU MUpa. XUMUK 110
obpa3zoBaHUIo, [IOJUHT UHTEpeCcOBAJICSI CBOMCTBAMU
reMoryioorHa U yCTaHOBUJI OMOXUMUYECKUN JedeKT
CEepIOBUJHOKJIETOYHON aHeMUU. DTO ObLIa KOHIIeN-
TyaJbHas peBOIOIYA B MegunnHe. C TeX IMop omnpe/e-
JieHue 60JIe3HeN ¢ MOJIEKY/ISIPHOU TOYKU 3PEHUS CTAJIO0
ob6s13aTeIbHBIM. B ciiydae ¢ ceploBUIHOKIETOYHOU
aHeMmuel ObUTO BBIABIEHO CTPYKTYPHOE IIOBPEX/eHHe
reMoro61Ha, U3 KOTOPOTO BBITEKAJ PsiZl IPOIECCOB,
MPOUCXOAAUIUX B SPUTPOIUTE U BHI3BIBAIOIIUX €TI0
nedbopmariyio, fieas ero 6osee KECTKUM U XPYIKUM.
Crasio BO3MOXXHBIM OOBACHUTD BCE Pa3pyLINTEIbHbIE
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KJIMHUYEeCKUe ABJIeHUA, XapaKTepusymolire 0601e3Hb,
byHKITMEN TUITh OAHOM MOJIEKY/IBI, ¥ KOTZia OBLIN yCTa-
HOBJIEHBI l'€HbI, KOHTPOJIUPYIOIIYE CUHTE3 TeMOIIo0u-
Ha, TorZa OBUIM OIMCAHBI FeHeTHYeCcKre MeXaHU3MbI
Y pa3JIUYHble IPOSABIEHUA CEPIIOBUAHOKIETOYHOMN
aHeMHUH Ha YPOBHE MHAWBUAYYMA U HaceJIeHU.

TpeboBaHue 0 GUHAHCUPOBAHUU UCCIETOBAHUS STON
60s1e3HM B 70-X To1ax OBUIO HAYYHOU HEOOXOAUMOCTBIO:
3TO CIIOCOOCTBOBAJIO PA3BUTUIO HOBOM MEIUIIMHBI, OCHO-
BBI KOTOPOU Ha 3TOT pa3 ObLIN JOCTATOYHO TPOYHBIMHU.
CepIIOBUHOKJIETOYHAS aHEMUSA CTAHOBWIACh MOJIEJTBIO,
00beIMHABIIEN T€HETUKY, MOJIEKYIIPHYIO MEAUIIUHY
Y colagbHOe Bu/ieHue. Tenepb UMeJICs JOCTAaTOYHbBIN
HabOp 3HAHUU 0 Hel, YTOOBI TPOCBENIATh, BO3/I€HCTBO-
BaTh U pa3pabaThiBaTh MeTOAbI MpodIaKTUKU. Kak
U B cJIydae ¢ TajacceMmueil u 6one3nnio Tes — Cakca,
B TIEPUO/I, KOT/IA ellle He CyI[eCTBOBAJIO reHeTUYeCKOM
AUarHOCTUKHU, UMEHHO UleHTUUKAIIUA aHOMaIUHU Y
3/J0pPOBBIX HOCUTEJIEH, He UMEBIINX CUMIITOMOB, TIO3BO-
JIsIa IpeIOTBPaTUTh HAaC/IeZICTBEHHYIO Iiepeady 3aboJie-
BaHUA. CHHTE3 reMOIryIoO1Ha — 3TO CJIOXKHOE SBJIEHHUE,
KOHTPOJIUPYeMOe IeJIBIM PSIZIOM TeHOB, IT03TOMY Hapy-
IeHre paboTOCIIOCOOHOCTH HEKOTOPHIX U3 HUX MOXKET
OBITH KOMITEHCUPOBAHO APYTUMH, KaK 3TO IIPOUCXOJUT
y 3[0pOBOTO HOCUTeJsA. V3ydeHre SpUTPOLUTOB II0-
3BOJIAET paclo3HaTh HocuTesnel. Ho Heo6xoanuMo 6bLIO
ybeAnTh YepHOKOXKee HaceJeHue MTPOUTH TecT. Bruto
3amyIIeHo HeCKOJIBKO IPOoTrpaMM: IiepBas — B Maccady-
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ceTce, T7ie TAKOe TECTUPOBAHNE ObLIO 003aTETbHBIM /IS
JileTell, mpex/ie YeM OHU MOIJIU ITIOMTHU B LIKOJY. /Ipyrue
IIPOr'PaMMBl, IPOBOAUMBIE B pa3HBIX LITaTaX, ObUIN IIpe-
PBaHBI, ITOCKOIbKY GHMHAHCHPOBaHUE 00eCeunBaIoch
TOJIbKO B cIydae 0OpOBOJIBHOTO NPOXOXKJEHNA TeCTa.
B HEKOTOPBIX C/Iy4asax IpOBepKa OCyIeCTBIAIACH JaXKe
6e3 coracus TeCTUPyeMoro. B oJHUX ciry4yasax mporpam-
Ma Obla HalpapjieHa Ha JeTel IIKOJIbHOI'o BO3pacTa,
B IPYT'MIX — Ha MOJIOJBIX JIFOZIel, TOTOBAIIMXCSA BCTYIIUTD
B Opak. B HEKOTOPBIX LITAaTax OTKa3 OT IPOXOXKJEHUA
TeCTUPOBAHUA HaKasbIBayCA MITpadpoM, B JPYyTUX —
HelpeZiocTaBleHreM MOJIOZOKEeHaM OILIauuBaeMoro
OTIIyCKa.

CepnoBUHOKIETOYHAA aHEMUA CcTajla IIPUMepOM
HeyZauu MTOJIUTUKU FeHeTUYeCKOT0 CKpUHUHTA. byiyuun
CJIUIIIKOM TECHO CBSI3aHHOM C PaCUCTCKUM OTHOIIIEHHEM,
OHa paccMaTpuBaIach OOJBIIMHCTBOM YePHOKOXKETO
HaceJeHUA AMepUKHU KakK odyepesHasd IOIBbITKA AUC-
KpuMuHanyu. MeaunrHckoe BMeMaTeabCTBO YepHBIX
maHTep 6bUIO0 POOKUM U MOJUTU3IUPOBAHHBIM, YTOOBI
MMETb OOIIMPHBIN U ATUTENbHBIN 3P PeKT. JIoOKaTbHbIE
cTpareruy ObUTM HEOZHOPOAHBIMH U ITPOTUBOPEYUBBIMU.
OHU He NpeoCTaBIIAIN HUKAKUX PeaIbHBIX BO3MOXKHO-
CTel HOCUTEJISIM, IIOCKOJIbKY 3TO OBLIO BPEMS MOIITHOT'O
MIPOTUBOCTOSIHUA abopraM. JJaHHBIM TPUMepP MHOTO€
TOBOPUT HAaM O PUCKaX 3THUYECKOU «reHeTU3aluu» 1
O TOCJIeICTBUAX TEXHOKPATUYECKOM KYJIbTYPHI, paciie-
HUBaeMOM KaK TOBEPXHOCTHAs M aHTarOHUCTHUYECKasd.
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[lyTewecTBus K 60N€3HU

ECTh 4TO-TO Maru4eckoe B MyTEeNIeCTBUAX B MMOUCKAX
reHeTuvyeckux sabosneBanuii. IToesgku Vsl BbSHKHA U
CunbBeCTPOHU B paliOHHI AebThH peku [lo, myTenie-
CTBUS B TIOMCKax 60s1e3HU ['eHTUHTTOHA 10 BeHecyaie,
obcnenoBanue 6eynHOB ABUazioM Patiem miau paboTa
BepHazeTT Mozeut ¢ makucTaHllaMUu B AHIVTINU — BCE
3TO CIOCOOCTBYET YCTAHOBJIEHUIO TITyOOKOU CBSA3U C
HapoZaMH U UX KYJIbTYPaMU, TIOCKOJIbKY /IS U3y4eHUS
6osie3Helt 6pasach He TOIBKO KPOBb, HO YTO-TO OOJIbIIIEE:
JIIOIA TIPOTATUBAIM PYKY MCCIeZoBaTEN0, KaKk OyATo
IIPOCS €TI0 OTHICKATD AbSIBOJIA B UX TEJIE.

Vna Beanku CUIbBECTPOHU NUILET ’:

«B 1946 rogy Havazcs [...] ATUHHBIN ce30H paboT
B mpoBuHITUY Peppapa. [...] Heo6xoammo 6bLIO0 cauTh-
s B TI0€3/I, 00IIaThCA C aIMUHUCTPAIIUEH, C HAPOJOM,
HaAuWHATh MPOrPaMMbl CKPUHUHTA HaceJleHuU .

[...] Hammu uicctetoBaHusA, TAKUM 0Opa3oM, IOCTUTIIN
YeTKUX U BaXXKHBIX 1leJieil: HaXoXKAeHle O4eHb ITPOCTO-
ro U OBICTPOTO CPeACTBA OOHAPYKEHUSA MUKPOIIUTO-
3a; OKOHYaTe/JbHasA JleMOHCTpaIUs HACJIeACTBEHHOTO
MeXaHu3Ma, [...] BO3MOXXHOCTb PaHHEUN JUAarHOCTUKU
3abos1eBaHUsA, YBEPEHHOCTb B BO3MOXKHOCTHU TIPEOT-
BpallleHus O0JIe3HY ITyTeM U30eraHus 3a4aTus pebeHKa
y ABYX OOJIbHBIX MHUKPOIIMTO30M JIFO/IEH.
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B mouckax oyaros Mmukpounurtosa B Mtanuu [...]
B 40-50-X I'T. MBI CMOTJIK 0OpPHUCOBATh reorpaduIecKyro
KapTy MUKpoIiuTosa B Utanuu. [...] B 1946 r. Mb1 Haua-
JIU KaMITaHWUM 110 CKPUHUHTY B pa3HbIX permoHax Kra-
qud. [...] ABryct 1948 roza ObUT MOJTHOCTBIO ITOCBAIIEH
IIepBOM HccCIe0BaTeIbCKOW KaMIaHuU Ha CULIUINY,
[rme], omHako, HaM He OBLIO OKAa3aHO HUKAKOM IIOMO-
IITA U COTPYAHUYECTBA CO CTOPOHBI MECTHBIX BjIaCTeMH.
[...] ZIpyroit 60abLION CIOKHOCTBIO OBLIO MTOBE/JIeHNE
HaceJieH!A; MbI [yMaJud IOBTOPUTH OMNBIT Peppaphl,
pa3ociiaB MpUIIallleHUsA OT JIUIa M3pa ceMelHbIM Ta-
paM B HECKOJIbKO HacCeJIeHHbIX TyHKTOB MPOBUHIIUU
[TaysepMo, HO TIpUIJIAIIIeHU ObUTH IPOUTHOPHUPOBAHEI
HaceJleHUEeM».

Kak aTo moxoxke Ha uccienoBanus Hancu Bekciep®
HacesneHus bappankuTac Ha o3epe Mapakaiibo B BeHe-
CyaJIe, Ha €€ OTHOLIEHHUA C IPaBUTEILCTBOM BeHecyatsl,
C MECTHBIMU OOILTMHAMU B IIOVCKe TeHeTUYeCKOH MyTa-
I[UU, KOTOpas yOmIa ee MaTh ¥ KOTOPOU OHA cama ObLia
nmopakeHa ¢ BeposAITHOCTbhIO B 50%. B BappankuTrac 60-
Jie3Hb [€eHTUHI'TOHA ITopaXaeT KaXX/J0ro AeCATOro, TaM
€CTb CeMbHU € 5—-6 O0JIbHBIMU AETbMU, e TbMH OOJTBbHBIX
JIIO/Ieli, KOTOPbIe 3a4ally X /10 TOr0, KaK Y3HaJIU O TOM,
YTO camMu O0JIbHEL Bee moToMy, 4T0 60/1e3Hb [€HTHHTTO-
Ha IIPOABJIAETCA MeJJIEHHO ¥ MOXXET ZaTh O cebe 3HATh
B 30-40 s1eT, KOTZIa y YeJIOBEKA YKe €CTh IeTH, U TOJIbKO
TOTZIa IPUXOAUT OCO3HAHUE, HACKOJIbKO BBICOKA BEPO-
ATHOCTD Tepeavyu 6ose3Hu. I10 CTaTUCTHKE, OT OZHOTO
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60JIbHOTO POXK/AETCS OWH OOJNbHOM pe6EeHOK U3 IBYX,
HO, BOIIPEKU CTAaTUCTUKE, MOTYT OBITh OOJBHBIMU BCE.

Haucu Bekcenep npuexana B bappankurac B 1979 rogy
1 oOHapyKWiIa TaM MpeKpacHyo 1abopaTOPHIO JJIs MO-
MCKa reHeTHYEeCKOro JieheKTa, OTKPHITOTO €0 CaMOH B
1993 roay B Komymbuiickom yHuepcutete (Columbia
University) B Hoio-Mopke. Heo6bIKHOBEHHOE TyMaHU-
TapHoe, reorpaduyeckoe U Hay4HOe®! pUKIIIOUYeHUE,
IIEPEXUTOE B CAMBIM TOpAYNM IEPUOJ MOJTUTUIECKUX
npobnem mexay CIIA u npe3uzeHToM BeHecyansl
YaBecoM, ObUIO, K CY4ACTHIO, CO CYACTIMBBIM KOHIIOM:
co3zanueM Casa Hogar B Mapaxkaii6o, npuHsaBIIei
B CBOU CTE€HBI OOJIbHBIX BEHECYJIIIEB, TPUTOBOPEHHBIX
K IMevYabHOMY GpU3NIECKOMY U IICUXUYECKOMY YIIAJKY,
BeAylieMy k cMepTu. HaHcH, myTeM n3ydeHus reHeasno-
TUYECKUX IPEB, YAAIOCh 0OPATHCS 0 UCTOPUU OJHOM
’KEeHIIIMHBI, KoTopas npubausuteabHo 200 jeT Hazaj
IepeHec/Jia MyTallMio I'eHa, llepefaBIlylocs JAecATH ee
JIETSIM; C TEX TIOP B MaJIEHbKOU 0OIIMHE, OTHOCUTEIBHO
M30JIMPOBAHHOM M HAIOTaMHOM, 60JIe3Hb JOCTUT/IA He-
OBIBAJIOTO YPOBHS pacnpocTpaHeHHOCTH. HaHcu Bekctep
cTajla BEHIIOM eBreHn4Yeckoi meutsl /leBeHnopTa. Ce-
cTtpa HaHcu, oTZaBad JaHb MaTepu, HaNKUcaasa KHUATY
0 60se3Hu ['eHTUHTTOHA.

Ba)kHO OTMeTHUTh aHaJIOTUYHbIE TPYAHOCTU, BCTAB-
mrve Ha myTy ABuazia Parja B OTHOIIEHUSIX C OOIIIMHAMU
6exyrHOB B V3pauie, YTOOBI IIOHATb UX BOCIIPUSATHE T'e-
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HETUYECKOTO 3a00/IeBaHUsI, KOTOPOE TIOPOXKAAET CIIOPHI
110 TTOBOZY CWJIbHOM TEHAEHITNU K SHAOTaMHUHU U POJIU
KYJIbTYPHBIX Pa3JIUIUi B OPraHU3aINU CIYKObI TeHETH-
YECKOT'0 KOHCY/IBTUPOBAHWSI, HAlTPaBJIEHHOTO, [JIABHBIM
obpa3oMm, Ha TpOQUIAKTUKY IIepejadu HacIeJCTBEHHBIX
3aboneBaHU®.

OTa JesioBedecKas reorpadus, HallMCcaHHAA «OXOT-
HUKaMU 332 TeHaMW», Ha MepBBIi B3IVIA/, cOUBaeT Hac
C IIyTHU, HO Ha CaMOM Jiejie IOJHUMAaeT LIeHTPaIbHYIO
mpobsieMy reHeTUYeCKOU MPOGUIaKTUKH, YTO HAXOAUT
OoTpakeHVe B OCHOBHOM TeMe Halllero UccaeloBaHus,
TO €CTh ee ITHU4YecKoi cnenuduku. Mcenegosanue, Ha-
IIpaB/ieHHOe Ha BBhIABJIEHNE XapaKTePHBIX YepT TON WiIn
MHOU HapOZAHOCTY, HeN36eXHO JOHKHO CTOIKHYTHCA C
ee Ky/IbTYPOH, ee Bepoli WK YOeXXIeHUSAMU U BHI3bIBAeT
pPa3HyI0 OTBETHYIO KyJbTYPHYIO peaKI1io Ha IepcCliekK-
TuBy npoduiaktuku. Ho ecTs U mozBozAHbIe KaMHU. Kak
B ciIy4ae ¢ 601e3HbI0 [eHTUHT'TOHA, C eT0 HEOXKUJAHHO
BBICOKOU pacIpoCTpPaHEHHOCTBhIO Ha Oeperax osepa
Mapakaiibo, cyiecTByOT O0se3HU aMullei, 601e3Hu
eBpeeB, 60JIe3HU PY30B WIH 6€AyNHOB, KOTOPHIE B
CTpaTerusax mo npodriakTuke reHeTHIeCKuX 3abore-
BaHUM, TO ecTh WJeHTUUKAIIMY HOCUTeNel, IpuBeIu
K CO3/JaHMIO CIIMCKOB MyTalUi, 00HaPYKUBAIOIINXCA
HCKJIIOUUTEJNbHO y OIpe/ieJIeHHbIX HapO/0B, II0O3TOMY
cymecTByeT «EBpelickuii nepeyeHb» («Jewish pannel»)
wiu «[lepeueHb amuiiei» («<Amish pannel») u T. 1. Jlo Tex
10D, TIOKa CYIeCTBYIOT HapOZbl, KOTOPbIE COXPAHAIOT Ty
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WM MHYIO CTEeTIeHb Cerperaiuu, 3To OyeT UMeTb JIOTHKY,
IIOTOMY 4YTO TeHeTUYeCcKoe UccieZJoBaHe MOXKeT UMEThb
KOHKPETHYIO HalpaBJIeHHOCTb, Y OBLIO ObI HEPA3yMHO
HCKaTb BCe BO3MOXKHbIE TeHeTHUeCcKue 1edeKThl B Ka-
KaoM cirydae. CUTyalus, BEpOSITHO, MoTia Obl u3Me-
HUTBCSA TIPU YCJIOBUM OOJIBIIIETO CIUSHUSA HAPOZOB, HO
HEKOTOPBIE COOOIIeCTBA CYMTAIOT, UYTO CAMOCETperaiys,
nmoA/iepskaHye COOCTBEHHOM KY/IbTYPHOM U OTHUYECKOU
UAEHTUYHOCTU — 3TO LIEHHOCTh. C ITOSIBJIEHNEM I'eHeTH-
YeCKUX UCC/IeJOBaHUM BOCKPECHET JIU B MEAUIIHE «3T-
HUYECKUI» WIU PACUCTCKUM ITPU3PaK, KOTOPBIN Ka3aics
OKOHYaTEeTbHO MOOEXKAEHHBIM U KOTOPBIN CO3/IaCT OAHY
13 KPYMMHEWITNX MpobjieM UMEHHO B Pa3BUTHUU PaCIIU-
PEHHBIX Ha BCe HacejieHHe MPOTpaMM M0 CKPUHUHTY
(Ha3oBeM MX MACCOBBIM CKPUHUHTOM)? YCJIBIIIUM JIN
MBI BHOBB y ce0s1 loMa TaKue IMMOHATHA, KaK, HallpuMep,
paca, OT KOTOPBIX Mbl, KaK HaM Ka3aJI0Ch, OKOHYaTeIbHO
M30aBUINUCH?



3. K10-TO, HUKTO,
NATb ThiCAY?

KTo0 3HaeT, kakoi ObLIa OBl 9K3UCTEHIINATbHAS UCTOPHS
Buranmxeno xenmke Mockapaa (repoii pomana Jlyuz-
xu [ lupangesno «KTo-1o, HUKTO, CTO ThICAY». — [Ipumeun.
nep.), ecii Ob BMECTO HEOXKUAAHHOTO OTKPBITHS TOTO,
YTO y HEr'O HEMHOTO ZiehOPMUPOBAH HOC, OH Y3HaJI OHI,
YTO SIBJISIETCSI HOCUTEJIEM FeHETUYeCKOro 3a001eBaHuUA.
Hazo cka3aTb, UTO TaKUX CyIIeCTByeT 6oJjiee MSITH Thl-
cs14. VI KakoBO ObUTO OBI €ro pa3odyapoBaHUeE, €CIU OB
OH OOHAPYXWJI, YTO TIOJNyYU TeHETUYECKOe Hacleaue,
o0ycJIoBIMBalOIee PUCK pa3BUTHA paka. Vnu eciau
OBI OH y3HaJI, YTO BCS €ro IICUXUYeCcKasi cucTeMa ObLia
ompeZiesieHa OZHUM I'eHOM, KOTOPBIU MpeApacIOIOKIII
ero K musodppeHun. Cmor 6b1 /XKeH/Ke HaZIeIUTh CBOU
reHbl OTBETCTBEHHOCTHIO 3a cBoe Oe3ymue? Ero orer,
Ha KOTOPOT'O OH TaK He XOTeJ ObITh TTOXOKUM, BbIIBUII
ero B CBOUX reHax. He rimess BO3SMO>XXHOCTH HUYETO Cle-
Jnats, /xenmxe Mockapza mpeanouTeT 3TOrO He 3HaTh.
Ha camom ziete, MHOTHE XOTeIU ObI 3HATh U UMETh BO3-
MOXKHOCTB BbIOOpA.

YacTo reHeTHKa IMpOABJIAET cebs B €IIIe MEHEE OIIpe-
I,Z[e.]'IeHHOI‘/)I ¢opMe, BO MHOXXECTBE COCTOHHHﬁ, n €CTb
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TaKue, KTO CUMTAEeT ee BCeIIPOHUKAIIIEN A0 TaKOu
CTEMEeHH, YTO OIlacaroTcsd «TeHeTU3allii» o0IIecTBa.
YacTHBIE U IrOCyZapCTBEHHBIE IIEHTPHI [IPOBOJAT LieJIbIe
reHeTHYeCKHUe MCCIeJ0BaHNA, YTOObI BHIABUTD MNCTOKU
y TIPEJIKOB, CKJIOHHOCTb K Pa3BUTUIO OOJIE3HEN U T. [1.
Eciu 10 cux mop MBI TOBOPWIU O TSXKEJIBIX U paclpo-
cTpaHeHHBIX GpopMax, TO Tellepb MBI AOKHBI 3HATh,
4TO reHeThYeckKad JUarHOCTUKa CerofHA IIpUuMeHnuMa
U K OYeHb peIKUM 3a00JIeBaHUSIM, a TaKXKe K popmam,
KOTOPBIE HE ABJIAIOTCA CMEPTEAbHBIMU WU TAXKEIbIMU,
HO MOT'YT IPUBECTU K GU3NUECKUM YBEUbSIM Y MHBAJTHI-
HOCTH, YTO, BEPOATHO, He JielaeT >KU3Hb MeHee I[eHHOH,
HO HUKTO He XOTeJ ObI IIepeiaTh CBoeMy pebeHKY Aaske
PHCK 3TOro. [eHeTrKa Moria Obl IIpeIBUETD U YeJIoBe-
YecKue XapaKTepPUCTUKH, KOTOPbIe Mbl XOTeIH OBl Iepe-
JaTh HALIUM ZE€TAM, U BOIUIOTUTh B PEAJILHOCTh MEUTY
eBIreHUCTOB. [71e ipeznen? 'eHeTUKA HAXOAUTCA MEXKAY
ZBYMS IIPOTUBOIIOJIOKHBIMU IIOJIOCAMU: I€TEPMUHU3M
Y PUCK, CJIy9aliHOCTb U BHIOOD.

Ha 3Ty TeMbI BefyTcsa G€CKOHEYHbIe TUCKYCCUH,
apryMeHTHpyeMble C SKOHOMUYECKOU, COITUaNbHON U
STUYECKOU TOoUYeK 3peHus. [IoIbITKa CIeIaTh UeaabHO-
ro pebeHKa IyraeT, Kak TOBOPUTCS B 3aTOJIOBKE OJJHOM
CTaTbH, ONMyOJINKOBAaHHOW HECKOJIBKO JIeT Ha3az’s.
HekoTophble yMaloT, YTO YeJI0BEK ITOUyBCTBOBAJ ce0s
OTHBIHE Ha/leIEeHHBIM 60KeCTBEHHBIMU CHJIaMU (MIpa
B 6ora), Oyayuu CIIOCOOHBIM CO3/1aBaTh cebe yCIOBUSA
JUTST XKU3HU, ¥ OOSITCS, YTO YeI0BEUYECTBO 3aX04eT I10-
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Ka3aTb, YTO yMeeT OOJIbIlle U JIydllle, YeM SBOJIOIHS.
Mertadopa, ucmnosb3yeMas 51 COBpeMEHHO! TeHeTHU-
KM, — 9TO «CKOJIb3KUM CKJIOH». VI3BECTHO, I/le Havaso,
HO TOJIYYUTCS JIU OCTAaHOBUTbCA? Bce HauMHaeTCs ¢
JKeJaHUA u3bekaThb MOsIBIeHUA pebeHKa, 60JIbHOTO Ta-
jacceMueit, a 3aKaHYNBAETCS MTPeAIIOYTEHHEM, YTOOHI ¥
Hero ObLTH roJTyOble I1asa. Heykenmu He CTpalIHo Jaxe
oCcMeJTUThCS Ha 6ostbiiiee? Mbl BO3BpalnjaeMcs K U3Beu-
HOMY MOHATHIO Xtobpuca. O4eBUIHO, XKap MOJEMUKU
BeZleT K ZiepopMaliuu 1 060CTPEHUTO TPOTHUBOITOIOK-
HBIX W/Iel, JelaeT UX IPOTECKHBIMM WU 3aCTaBJIsAET
mpeArnosaraTh OYeHb MaJloOpeaauCTUYHbIE CIIeHAPUH.
Ho HeJsb3s1 He COTIaCUTBCSA, YTO HE TaK-TO MPOCTO 060-
3HAYUTh JUHUIO pa3TPaHUYEHUSI MEXKAY TEM, UTO JKe-
JIaTeJIbHO, 3aKOHHO, Pa3pelieHo WIH TEPIIUMO, U TEM,
YTO JOJDKHO OBITH MPeNOTBPAIeHO; MEXKAY TEM, YTO
IpeCcTaBsAeT 0OIeCTBEHHBIN UHTEPEC, U TEM, UTO
SIBJISIETCST UHAWUBUAYAJbHBIM BEIOOPOM.

JKOHOMUYECKUI acneKT

JlTabopaTOpHbIE TECTHI, KOTOPBIMH MBI CETOZIHS PaCITOJIa-
raeM, MOTYT BBbISSBUTb HECKOJIbKO COTEH reHETHYECKUX
3ab0/IeBaHU, U CTOUMOCTh TECTOB IIOCTOSHHO YM€EHb-
mraetcsi. OZIHO MiccIeJoBaHUE CIIOCOOHO OOHAPYXKUTD OfI-
HOBPEMEHHO HECKOJIbKO 3aboeBaHuii. KTo-To mozacuu-
TaJs, YTO 32 HECKOJIBKO JIET MBI MOTJIY OBbI TIOBEPTHYTh
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oZHOBpeMeHHO 1500 yesloBeK OAHOMY TECTY, KOTOPBIU
ITO3BOJIMJI OBbI AMATHOCTHUPOBATH ZI€CATh 3a00IeBaHUM
ipu croumocTy 20-30 Z0/UTapoB, UTO ces1ano Obl BBITO/-
HBIM CKPUHUWHT HaceJIeHUA JaXke B CTpaHax C HU3KUM U
CPEZHUM JIOXOZIOM, TZle TeHeTUIEeCKre O0Ie3HU SABIAIOTCS
MIPUYUHON OOJIBIIIOTO KOJUYECTBA CMEPTEN, a TaKKe
XPOHUYECKUX 3a00/1eBaHUM Yy eTel, TPUBOJAIINX K
WHBAJIUAHOCTH. DTO MOIJIO OBl B KOpDHE U3MEHUTH KO-
HOMMYECKOe BUZieHHEe MPOGUIAKTUKY HaC/IeICTBEHHBIX
IIaTOJIOTHH.

CeroziHa CyllecTBYeT JiedeHUe HeCKOJIbKUX reHe-
TUYEeCKUX 3a607eBaHU, KOTOpOe HeJOCTYIIHO /A
O6osbIIMHCTBA HacedeHUsA Mupa. CuyuTarommuecs Jo
CUX IIOp IpHBUJervei 6oraTelx CTpaH, HOBbIE TECTHI
CTaHyT JOCTYITHBIMU B 9KOHOMUYECKU MEHee Pa3BUTHIX
CTpaHax, IZle pacXoZbl, CBA3aHHbIE C FTeHETUYeCKUMU
6071e3HAMHU, Ype3MePHO BbICOKH, 0COOEHHO Kor/a Iuia-
HUPYETCA CTPEMUTENbHOE IIOBHIIIEHHE CTOUMMOCTH,
CBSI3aHHOE C MOSIBJIEHUEM «Tepaluu OyAyIIero», Win
C CO3/laHMEM CIIeIaJIu3MPOBaHHBIX IIEHTPOB, Cyllle-
CTBOBAaHME KOTOPHIX B Hallle BpeMs BBI3BIBAET CIOPHI
Jlaxke B «00OraThIX» CTPAHAX, YIUTHIBASA PACXObl HA HUX.
B ciydae TanacceMuu, HampuMep, BO3MOXKHA [tlepecaZika
KOCTHOT'O MO3Ta; HEKOTOphIe OUeHb pefikre 3aboseBa-
HUA, BO3MOXXHO, U3JIeYUMBI IIPU ITIOMOIIU I'eHHOU Te-
paruu, HO CKOJIbKO YeJIOBEK MOTYT ee cebe II03BOIUTh?
OTO0, B CYIIHOCTH, OOBACHAET TO, YTO IIPOU3OILIO Ha
Kumpe, korza noBblllleHUe YPOBHA JieYeHUA U HOBBIE
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JlekapcTBa, nosaBuBmuecs B 80-X rogax, HeImoMepHO
YBEJIMYUIN CTOMMOCTD 3abosieBaHusI. VIMEHHO TTOSB-
JIeHVe HOBBIX BU/IOB JIeUeHUsI MTOATOJKHYJIO K BEIOODY
npodunakTuku. CorsacHo mnojcuyeTam, JJUTeTbHAA
BBIKMBAEMOCTD OOJIBHBIX, B TedeHue 50 JieT, mpruBea
K HEOOXOZIMMOCTHU B TaKOM KOJIMYECTBE KPOBU JIJIA
IepejrnBaHuA, KOTOPOe CUCTeMa 3 pPaBOOXPaHEHUA
ocTpoBa ObUIa He B COCTOSTHMU obecriedyuTh. Bcemup-
HasA opraHu3alyA 34paBOOXpaHEHUS PeKOMEeHyeT
reHeTUYecKUe TeCTHI AJIS IIOMCKa HocUuTeIel bone3Hen
reMorioOMHa, TAaKUX KaK TaJacCeMUSI U CepPIIOBU/HO-
KJIETOYHAsA aHeMUs, KOTOpble, KaK Mbl YBUZEIH, [O-
MUHUPYIOT B «II0SICE MAJIAPUH», TO €CTh 3aTParuBaroT,
B OCHOBHOM CTPaHBI C IeUITUTOM IKOHOMUIECKUX
pecypcoB. /Iyt 3Tux 60se3Hed CKPUHUHT HOCUTEA
6a3upyeTcs Ha HeZJOPOTOCTOsAIIeM TecTe. TakuM obpa-
30M, Ha IIepBOM 3Tale peyb UJeT He O TeHeTUYeCKOM
TeCTe, KOTOPBIM IpUMeHsAEeTCs BO BTOpou da3ze ayd
yI1y6sieHHOTO 00CIeloBaHusA B HAMHOT'O MEHbIIIEM KO-
JudecTBe ciaydaeB. CUTyaluA YCI0KHAETCS, KOTa peYb
3aXOAUT O CKPUHUHTOBBIX TECTAaX HAa OCHOBE aHaIM3a
JTHK, Heo6X0AMMOTro i paclio3HaBaHUS HOCUTEJIS
MYKOBUCL/I03a WU COIUHAJIbHON MBIIIEYHOU aTPO-
¢uu. OpgHako cnenyanrucTsl BO3 npezcka3bIBaloOT, YTO
B HeJJaJIEKOM OyZAyIeM MOSBUTCS TeHETUIECKUHN TEeCT
HOBOT'O IIOKOJIEHUs, yMEPEHHOU CTOMMOCTH, KOTOPBIN
MOJKHO OyZIeT pacIipoCTPaHUTh B CTPaHax C AeGUIUTOM
SKOHOMMYECKHUX PECYPCOB®4,
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B HEKOTOPHIX CTpaHax MpOrpaMMbl T€HOMHUKHU, HC-
T0JIb3yeMble B 00/1aCTH 3ZIpaBOOXPaHeHU, IIOCTEITEHHO
UHTETPUPYIOTCs B 6osiee ob1ue chepbl TPOPHIAKTUKH.
HezaBHo oTa TeMa Havaja obcykaaThbcs gaxke B MTa-
mun®. Ho Kak BBECTH OOITUHHYIO TeHETUKY B CUCTEMY
3lpaBOOXpaHeHUsI 63 MOBTOPEHUS €BT€HUCTUYECKOM
uzaen? DKOHOMHUYECKOoe 000CHOBAaHME B 3TOM OTHO-
IIEHWW HEUTPATBbHO U OCHOBBIBAeTCs Ha Iudpax, a
He Ha 3TUYecKoM aciekTe. OHO JJO/DKHO YCTaHOBUTD
CTOMMOCTB OOJIE3HHU, a TAKXKe Oy/IeT JIU ZieleBIIe TIpe/-
yIIpeauTh ee, BO30YZUB K Hel 00IeCTBEHHBIN HHTEpeC.
[TpsiMmble 3aTpaThl Ha 60JIE3Hb 3aBUCAT OT YaCTOTHI ee
BCTPEYAEMOCTH, OT CTOUMOCTHY JUATrHOCTUKU U Jiede-
HuA. [eHeTUYecKue 3a060/1eBaHNs YaCTO BeIyT K MHBa-
JIUTHOCTY, UMEIOT IIPOTPECCUBHYIO POPMY U BBICOKHE
KOCBEHHBIE 3aTpaThl, KOTOPHIE JIOXKATCS Ha YWIEHOB
CeMbH, CWIbHO YMEHbINAIOT pab0TOCIIOCOOHOCTD, Tpe-
OyIOT CyllleCTBEHHOH COIMaIbHOU moaaepXku. Ho oHu
pPEAKU, €CTU CPAaBHUBATH C STTUJEMHUOJOTUIECKUMHU U
MHPEKITMOHHBIMU 3a60/IeBaHUAMU, XapaKTePU3YIO-
IITUMU TIeJTbIe ITOXU UCTOPUU YeJIOBEYeCTBa, TAKUMU
KakK ocIia, Yyma, IpoKa3a, Xojiepa Wiu, U3 HeJJaBHUX,
naugaeMmusa BUY. Yyma IV u XVIII BekOB YHUUTOXU-
JIa IeJible TOpoJa W pa3pylInia 3JKOHOMUKY MHOTHUX
CTpaH; He OBLIO HYX/bI B CJIOXKHOM 3KOHOMHUYECKUM
aHaause, YTOOBI IOHATH, YTO 3T OOJIE3HU OIKHBI
OBITh OcTaHOBJIeHb. OJHAKO JaHHbIE, HEOOXOJUMbBIE
JUUISI 9KOHOMUYECKOTO aHa/lM3a peJKUX 3ab0oIeBaHuH,
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MTOJIyYUTH HETIPOCTO, M OHU TPEOYIOT JOBOJIBHO CJIOXK-
HOTo u3ydyeHus. Kak HU cTpaHHO, MBI He pacriojiaraeM
KayeCTBEHHBIM dKOHOMUYECKHUM aHAJIM30M CTOMMOCTHU
reHeTUYeCKUX 3aboeBaHUM, ja’ke HanboJiee pacipo-
CTpaHEHHBIX, TAKUX KaK MyKOBUCIIHA03. OIleHKa CTO-
UMOCTH 3a60sieBaHUA UMeeT OOJbIUIYI0 3aBUCUMOCTD
OT TOT'0, C KAKOW CTOPOHHI ee paccMaTpUBaTh. JKO-
HOMHUCTHI cephl 3[paBOOXPaHEHUA BCerJa 3a/laloTcsA
BOIIPOCOM: CTOUMOCTD i1 KOro? /1 OTBeThl 3aBUCAT
oT cuTyauuu. Hampumep, uzeT i1 pedb O COLMaNIbHOU
MeJUITMHE WIN O YaCTHOM, OTUIaYMBAaET JIU JIeUEeHUE
CTpaxoBasg KOMIIAHUSA, OTAEJIbHO B3STHIM OOTbHOMU
WY TocyapcTBO. Ha cerogHANIHUM ZleHh HaM TIOKa He
yZlaeTcs yCTAaHOBUTD MOPOT, 32 KOTOPBIM CTAaHOBUTCS
SKOHOMMYECKU BBITOZHO MpeAyIpeKIaTh TeHeTUIECKOoe
3aboJieBaHUe, U He KQKETCS CTPAHHBIM TO, UTO I10 ITPO-
IIECTBUHU COPOKa JIeT C MOMEeHTa IIepBBIX KaMIIaHUH T10
MpodWIAKTHUKE TalIaCCEMUU MPOAOIKAIOT MOSBIIATHCS
HCCIeIOBaHUA IO UX 9KOHOMUYECKOH OIleHKe.

Hazo cka3aTb, 4YTO TeXHOJIOTMYECKHM aclleKT AuarHo-
CTUKU — 3TO JIUIIIb OZJHA U3 DKOHOMUYECKUX TTPObIeM
CKPUHUHTA. Y?Ke eCTh UPOHU3UPYIOIUe HaJ TeM, YTO
MIPOCTOM JTabOpaTOPHBIN aHAIN3 MOXKET CTOUTh MEHb-
e 1000 gosutapos 3a nmonHoe uccinenosanue JIHK, HO
uHbopmarIus, Kotopas 6yzeT B pe3yibraTe MoJIydeHa,
OTpebyeT KOHCYIbTAIUU CTOUMOCTBIO B MUJUIMOH JI0JI-
J1apoB®. ITocpescTBOM CHIKEHHUS CTOUMOCTH 1 BpeMEHU
BBITIOJIHEHHWA aHAIM3a, C TOMOIIIBIO OCTYITHBIX CETOHS



150 [bABONbCKNIA FeH

TEXHOJIOTUH, MBI CMOXXeM JOCTUYb TAKOTO GOJIBIIOTO
KoJsimdecTBa JaHHBIX 0 JJHK KaXkzgoro nHAMBH/A, YTO I10-
TpebyrOTCsA UX KOMILIEKCHast 060paboTKa U CJI0XKHBIE Te-
HeTU4YeCKHe KOHCY/IbTallu, KOTOpbIe IIOCTaBAT B TYIIUK
Jaxe crienaaucTa. [eHoMu4yecKuii mpodib OTAeTbHO
B3ATOT'O MHJMBU/YYMa MOKeT PACKPbITh /10 CUX ITOP He-
M3BECTHBIE WU IUIOXO0 U3y4YeHHBbIe I10C/Iel0BaTeIbHOCTH
JIHK. YToOBI 3HaTh, MOT'YT JIX OHU MPEJOTIPEAENATH 60-
JIe3Hb, He0OX0ANMO cobpaTh Maccy UHboOpMaIuy, a Jjis
3TOro TpebyeTcs aHaIN3 OIPOMHBIX «OaHKOB JTaHHBIX>»,
MTOHATHBIX TOJIBKO OYeHb KOMIIETEHTHBIM JIFOAAM® .

Ho paxe korzia BCTpe4aroTcs onpezie/ieHHbIe XOPOILO
HM3BECTHBIE MyTalluy, TO, KaK MBI YK€ BU/IEIN, OY€Hb
HeIPOCTO IIpeZcKa3aTh UX KJINHHWYEeCKOoe 3HaueHue,
TOYHOE I KQKA0r0 MHAWBU/A, IOTOMY 4YTO FeHeTUKa
BOBCe He ABJIAeTCA eTEPMUHUCTUYECKOH, U CyIleCTByeT
MHOXeCTBO (paKTOPOB, IIYCTh Zla’Ke TOJIbKO Ir'eHeTh4de-
CKUX, KOTOpbIe OOYCIOBIMBAIOT TAXKECThb 3a00IeBaHuUA.

O6mias MeauIIMHA U TIeIUaTPUs He TOTOBHI ZIaBaTh
MOZpOOHBIE TEHETUYECKHE KOHCYIbTalluU. MeauKu,
OKOHYHBIIINE YHUBEPCUTETHI OOJiee AeCcsTU JIeT Ha3az,
He UMeIOT lake 6a30BOro 06pa3oBaHus, YTOOI KacaTbCs
JlaHHOU TeMbl. HaMm HYy»KHO co3/1aBaTh HOBbIe ITpodeccru:
HampuMep, OOIIUHHOTO T'eHeTUKA — CETOAHAIITHSASA Bep-
CUsl KOHCY/IBTAHTA IO IJITAaHUPOBAaHUIO ceMbU. Heobxo-
JVIMble 3HAHUS CJIOKHBI M TPEOYIOT KaK KIMHUYECKOMH,
TaK ¥ 1abOpaTOPHOU KOMIIETEHTHOCTH. YK€ CEeTrOIHS



3. KT0-TO, HUKTO, NATb ThiCcAY? 151

MeIUKU-TEHETUKU CTPEMSTCS CITeITUaIU3UPOBaThCs Ha
KOHCYJIbTALIUAX T10 OTZETbHBIM OO0JIE3HAM WIU TPYTIIaM
Oosie3Hel, TaKUM, KaK pak, MeTaboauyeckue 3abose-
BaHUsA, HeBpoJIornyecKre 3a00IeBaHUsA U T. . TaKuM
o006pa3oM, TOMHUMO TEXHOJIOTHH /IJIs1 AMAaTHOCTUKY HY)KHO
pa3BUBaTh CUCTEMY, KOTOpas obecrieyuT obpasoBaHue
CIIEINaTNCTOB U UHGOPMHUPOBAHUE HaceleHUs, CETh
KOHCYJITAHTOB.

YacTHble 1abopaTopuu, Mpearaye reHeThde-
CKH€ TeCThI C KOMMEPYECKOH I1eJTbI0, MOT'YT pacIioyiaraTh
MepeOBBIMU UHCTPYMEHTAMHU AUATHOCTUKHU, HO OHU
He CTPeMSATCS OKa3bIBaTh HUKAKOKW MHPOPMAIMOHHOMN
MTOAZIEPXKKU. B HEKOTOPBIX CTy9asX OHU ITPEIOCTABIIIOT
IJIAaTHYIO TeHETUYECKYI0 KOHCYJIbTAI[UI0, CTOUMOCTD
KOTOPOH MOXKeT OBITh BHINIE, YeM caM TecT. JIpyrue
MIpe/IJIararoT 3JIEKTPOHHBIE CXEMBI, peabHasA nHbOpMa-
THUBHOCTb KOTOPBIX HEZIOCTAaTOYHO ZiokazaHa®®, [Ipobiema
CYILIECTBYET, M OHA CTOUT JIaKe Mepesi TEMH, KTO XOTesl
OBI pa3BUBATh CTPATETHIO MyOJIUYHON reHeTUKU WU
T€HOMUKH, TIpelJlaraeMoii CUCTEMOM 3JpaBOOXpaHeHUS,
MTOCKOJIbKY BO3MOXKHO, YTO UMEHHO 3TH aCIIeKThI OyAyT
MMeTb HauOOJIBIIIYI0 CTOUMOCTb. KOHeYHO, ¢ opraHu3a-
I[MOHHOM TOYKU 3pEHUs, PACIIPOCTPaHEHHE Ha OTIpe/ie-
JIEHHOM TEPPUTOPUU CETHU YUPEKIEHUH, OKa3bIBAIOIINX
YCJIyTH ITO TEHETUYECKOHN KOHCY/IbTAIINH, IBJIIETCS Oosee
CJIOKHOM 3azaueii®®.
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Llenesble cTparerum

VH}eKINOHNCTH yTBEPXKAI0T, YTO BUPYChI HE 3HAIOT
I'PaHUL], ¥ B3BIBAIOT K MeXAYHAapOAHBEIM peryiaMeHTaM
II0 KOHTPOJIIO HaJ, UX pacnpocTpaHeHueM. UTo xe
KacaeTcs reHeTUYeCKUX 3aboseBaHuil, TO OHU 6O-
Jiee JIOKaJIn30BaHbl, HEPaBHOMEPHO paclpoOCTPaHeHBbI
cpeAu HaceleHUA IulaHeThl. [Io cBoell npupozae OHU
COXPAHAIOTCA B YCJIIOBUAX SH/IOTAMHOMU, KY/IbTYPHOU U
reorpaguyecKoi U30JALMUA U MOTYT UCIBITBIBATh Ce-
JIEKTUBHOE J]aB/IieHNe, KaK TaJlacCeMUsA, HOCAIasA dH/e-
MUYeCKUU XxapaKTep B MaJApUNHBIX paiioHax. To ecTpb
JacToTa 3a60IeBaeMOCTH MOXKET 3aBUCETh OT GaKTOPOB
OKpy>Karoliel cpe/ibl, KOTOpble 00yCIOBINBAIOT HEPaB-
HOMepHOe reorpadudeckoe pacrnpocTpaHeHue 6oes-
HU. Pesikoe 3a6osieBaHue y HaceJeHUA MOKeT OUYeHb
YacTO BCTPeYaThCsA B HEOOJNBIIUX TEPPUTOPUAIBHO
WJTU KYJIBTYPHO U30JMPOBAHHBIX OOLIMHAX — B TAKOH
CTEeIleHH, YTO CTAHOBUTCA OINPaBAaHHBIM BMellaTeb-
CTBO B 9TU OY€Hb OrpaHNUYeHHbIe pallOHBI WIH IPYTIIIEI
HacesieHUA. [I03TOMYy MBI JOJKHBI BCepbe3 BOCIIPUHU-
MaTh CTpaTeruyu reHeTU4ecKoro TeCTUPOBaHUA, OpU-
€HTUPOBaHHbIE HA HEOOJIbINYE TPYTIIIHL.

B KauecTBe IpuMepa moroBopum o 6oesnu Kpab-
6e, oueHb peJIKOM 3ab0eBaHUU, KOTOPOE, OZHAKO,
0COOEHHO YaCTO BCTPEYaeTCcss B HEKOTOPHIX MYCYJIb-
MaHCKHUX apabo-u3panibCKuX AepeBHsaX’’. B To BpeMms
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KaK B Cpe[HeM y HaceJleHUs 3To 3abosieBaHMe BCTpe-
yaeTca y ogHoro u3 100 000 HOBOPOXAEHHBIX, B ABYX
apabCKUX lepeBHAX U B OZJHOM OOIIIHE /IPy30B YacToTa
pOXKZaeMoCTH O0JMBHBIX ZieTel focTuraeT 1-2 ciyyaes
n3 1000. BmecTe ¢ maBaMu [ilepeBeHb U IIpe/CTaBUTe-
JIAMU PEJIUTHMO3HON BJIAaCTU MUHUCTEPCTBO 3/IpaBOOX-
paHeHuA V3pauia pasBepHY/IO KAMIIQHUIO 110 IIOUCKY
HocuTesel, obecreynB BHICOKYIO IBKY Ha TECTHPOBA-
HUe. 32 HECKOJIBKO JIET OHO J0OWIOCH CYIIeCTBEHHOTO
yMeHbIIIeHUA ciydaeB 3a6onmeBaHuA. [IOCKOIbKY B
JIAHHOM CJTydae abopTHI HEZOMYCTHUMBI, TO YCHIUSA ObUTH
HalpaBJieHbl Ha OpUeHTUPOBaHNe HaceJIeHUs B BBIOO-
pe mapTHepa /11 6paka, 9To IPUBEJIO K COKPAILeHUIO
KOJINYeCTBa €JMHOKPOBHBIX I1ap.

MBI y2Ke TOBOPWIM O KJIACCHYECKUX IIpHMepax reo-
rpadryecKky orpaHUYEeHHBbIX OOJMe3HeNl: 3TO 3aboJre-
BaHuA PppaHKo-KaHazAIeB KBebeka, 6ose3Hb [eHTUHT-
TOHA B /IepEBHAX y 03epa Mapakaiibo B BeHecyoaire,
6ose3HU aMulllell WiIK eBpeeB-alllkeHa30B. JTa YepTa
noOyzuia K pa3paboTKe TaK Ha3bIBAEMBIX «3THUYECKUX
CKPUHUHIOB», OPHUEHTUPOBAHHBIX HAa OOHapyXeHUe
3abosieBaHUI Yy HAPOJOB WM T'PYIIN, HAXOAAIINXCA B
30He HaubOoIbIIero pucka. Be1o 6Bl 9KOHOMUYECKHU
HEeBBIT'OZTHO MICKATh HOCUTEJA CePIIOBUIHOKIETOIHOMN
aHeMUU cpeZiu OesbIX, HO COBCEM JIpyroe Aejio — Cpesiu
YEePHOKOXKUX, UMEHHO ITOTOMY YTO OHU OOJIbIIE ZPY-
TUX TOABEPKEHBI 3TOMY 3a00IeBaHUI0. AHAJIOTUIHO
CKPUHUHT TaJaCCEMUU MOXKET OBITh OYeHb BBHITOZHBIM
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B DHIEMHWYECKUX 30HaX WU CPeU HaceleHUs, y KOTO-
poro 3To 3aboyieBaHKE BCTpevaeTcs Hanbosee 4yacTo.
B EBporie 5KOHOMUYECKU BHITOAHO ObLIO GBI TPOBOJUTD
CKPUHUWHT TaJlaCcCEMUU CpeIi UMMUTPAHTOB 13 CTPaH,
rZle OHa paclpocTpaHeHa. «DTHUYECKUW» CKPUHUHT,
OyZly4u TOYHO OPUEHTUPOBAHHBIM, COKPATUI ObI CTO-
UMOCTB TpodmwiakTUKU. Ho 06HapyKWIKNCh OBl IpyTHE
po6yieMbl. B HEKOTOPBIX CTpaHaX 3THUYECKU OPHUEH-
TUPOBAHHBINA T'eHeTUYECKUY CKDUHUHT He TPU3HAeTCs
C TOYKH 3peHUs STUKHW; HEBO3MOXKHO ITOTYIUTh WIH 3a-
MIPOCUTH MHPOPMAIHIO 00 STHUYECKOH TPUHAAIEKHO-
CTH XUTEJIEN, YTO MelllaeT OPUEHTUPOBAHHOMY B 3TOM
HalpaBJIeHUM HccaefoBaHuio. TakoBa cuTyanus, Ha-
npumep, B l'omwnanguu win @paninuu. Heobxoammo
U3BICKUBATh UHBIE CIIOCOOBI, YTOOBI ITpejIaraTh «3T-
HUYECKUI» TeHETUYECKUI TeCT TOMY, KOMY OH HY>KeH,
He lymas O CTpaTeruul CKpuHuHra’>.

WHdopmaumsa n mogenu
BMeLIaTeNbCTBA

O6mmuii ypoBeHb TeHETUIECKUX 3HAHUH OYeHb HU3KUH,
MOJKHO JlJa’ke TOBOPUTDH O «FeHeTUYeCKON HerpaMoT-
HOCTHW», B TOM YHCJ€ B pPa3BUTHIX cTpaHax. Kaxzaoe
npejioXeHue TeHeTUUYeCKOT0 CKPUMHUHTA OJIXKHO
HAYMHATHCA C IPaBUJIbHOTO MHGOPMHUPOBaHUs Hace-
JIeHUs, Ha KOTOpOe OH HampasiieH. IHbopMaIuoHHbIe
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KaMIlaHuU Harbosee 3pPeKTUBHEI TaM, T7e UMeeTCsa
YeTKOe BOCHpUATHE OO0JIe3HU, TIOITOMY UMENH yCIIeX
CTpaTeruu KacKaJIHOTO CKPUHUHTA POJCTBEHHUKOB
60JIbHOTO, HEPABHOAYIIHHIX K GaKTy IPUCYTCTBUA
6o7e3HU B ceMbe. Ho ipu Beeli cBoelt apPeKkTUBHOCTH
B IIpeAyIpeXIeHUH TOBTOPEHUs CIyJyaeB 3aboseBae-
MOCTH B paMKax OJHOH ceMbHU, KaCKaJHBI CKPUHUHT
He MOXKET OXBATUTbh TaKOe KOJTHMIECTBO JIIOEH, YTOOBI
COKPATUTh BCTPEYAEMOCThb OOJIE3HHU Y 1IeJIOT0 Hacee-
HU, eCIU KOJIMYeCTBO HOCHUTeNel Benuko. PemeHue
0 COKpallleHUH 3a001eBaeMOCTH U 001Ilel CTOUMOCTHU
reHeTUYeCKOH O0oJIe3HU TpebyeT CTpaTeruii, KOTOphIe
obecriedyrBaIy ObI ITUPOKOE IIOKPHITHE I1eJIOTO Hacesie-
HUS, HAXOZSAIIET0OCs B 30HE PUCKa. BCIIOMHUM, 4TO OBLIO
CKa3aHOo 0 MYKOBHCLH/03€e B BeHeTo. YacToTa ciryyaeB
3a60JIeBaHUA CyIIECTBEHHO He CHU3WIACh B TOU 9acTH
pervoHa, rje TeCTUPOBAHUIO Ha BBIBIEHUE HOCUTEJIS
TIO/IBEPTAJINCh TOJIBKO OJIM3KHE POACTBEHHUKY OOJIBHO-
r0, ¥ 3HAUNTEIbHO COKPATUIach TaM, I7ie IPUMEHAIOCh
paccessHHOE TECTUPOBAHUE HaCEJIEHUs.

Eciu nmpoduiakThka reHeTUYeCcKUX 3aboeBaHUMN
OyZeT CYNTATHCS SKOHOMUYECKH BBHITOHOM, TO BO3HUK-
HET HeOOXOJUMOCTb B CHJTbHOM COITMATbHOU MOAAEPIKKE
BpO/Ie TOM, KOTOpasi TpUBeJia K yCTAHOBJIEHNIO KOHTPOJIA
Ha/Jl MHOEKIIMOHHBIMY 3a00/IeBaHUSAMU. J|JIs1 IOBBIIIEHUS
YPOBHS OCBEIOMJIEHHOCTH HaceJleHUs HEOOXOAUMBI
MIPOTrPpaMMBbI 110 JIMKBU/JALIUY T€HETUYECKON HErpaMoT-
HOCTH. Peub nzieT 06 acrekTe He MeHee BaXXKHOM, YeM
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ob1rasi crouMocTh TpodwiakTUKU. Takue cTpaHbl, KaK
Wspawib, Kanaga, ABcTpanus v BeTmkoOpyUTaHusl, BBEIU
obpa3oBaresbHbIe TPOrPaMMbI U IIPOT'PAaMMBbI CKDUHHH-
ra HOCUTEJA, B TOM YKC/Ie TOYeYHbIe U HallpaBJIe€HHbIE
Ha HeOoJsplI¥e OOMUHEL. B VTanuu AecaTwieTUIMU
CYIIeCTBYeT IporpaMma mpodmiakTUKU OoJie3Hel re-
MOIIOOWHA, oAAepKUBaeMasi LIeHTpOM MUKPOIIUTO3a B
Jlauino. Kpome Toro, mpuMeHA0TCA SKCIIepUMeHTaIbHbIE
1 JIOKaJIbHbIE TTPOTpaMMBbI. MoiesIb TeHETUKY OOIIMHBI,
NpeAJioXXeHHasa aHIIn4aHkou bepHageTT Mogen, emie
ZlaJieKa OT COBEepIIeHCTBA.

MBI y2Ke BUZEIH, YTO B OTHOIIEHUU OoJie3Hel re-
MOIIOOWHA CyIIecTBYIOT IPOr'pPaMMBI, pacipocTpa-
HeHHble BO MHOTMX MCJIAMCKUX CTpaHax. dacTo pedb
UzeT 0 100pavHbIX MporpaMmax. dGHeKTUBHOCTD STUX
MIPOrpaMM, TO €CTh OTHOIIEHNE MEXAY UX CTOMMOCTBIO
U peaJbHBIM y4acTHeM HaceJeHUs B TeHeTU4YeCKOM
TEeCTUPOBAHUY, WIN PeaIbHbIM COKpalleHHeM Konde-
cTBa OOJBHBIX JIeTeH, ellle HyK/aeTcs B olleHKe % Tem
He MeHee, IPUBBIYKY MEHAIOTCA. B 3amaiHbIX cTpaHax
MHOXKECTBO JieTeli po:kjaeTcsl BHe Opaka, T03TOMY IIpe/-
yCMaTpPUBAIOTCSA IIPOTPAMMBI 10 UHGOPMHUPOBAHUIO,
HallpaBJIeHHbIe Ha MOAPOCTKOB U CTUMYJIHUPYIOLIHE
pacmpocTpaHeHUe TeHeTUYeCKO TPaMOTHOCTH ellle B
IIKOJIe, YTOOBI IIOBBICUTh TOHUMAaHKe 3aKOHOB I'eHe-
THKU U TlepeZiauu 3a001eBaHui. B HEKOTOpOM cMEICTTE,
3TO peBaHII bbaAHKO 1 CuibBecTpoHU. ONTHMaIbHAA
U ompeJiesAmlnas MOJelb BMeaTelbCTBa C I[eIbIo
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OLIEHKY CTOMMOCTH NMPOQIIAKTUKH ellle JO0/DKHA ObITh
n3ydeHa. [IpobaeMbl TeHeTUYeCKOTO MHPOPMUPOBA-
HUs, HalIpaBJIEHHOT'O Ha MOAPOCTKOB, CBS3aHBI ellle
Y C 3TUYECKUM aclleKTOM. BcTaeT Bompoc: MOXKHO JTi
mpezjaraTth IIPOXOXK/eHHe TeHeTUIeCKOTo TecTa Heco-
BepIIEHHOJETHUM, KOTOPHBIE, C TOYKU 3peHUs 3aKOHa,
He B COCTOSHUU pellaTh, XOTAT OHU 3HATh O TOM, YTO
ABJIAIOTCSA HOCUTEIAMU 00J1e3HY, WK HeT? Kakoi MoxeT
OBITH SMOLIMOHAIbHAA PeaKIUA MOJIOOTO YeIoBeKa Ha
moZ06Hy0 nHPopManuio? KakoBbl ero OTHOIIEHUS CO
cBepcTHUKaMU? ByzeT siu oH caM cebs cuuTaTh 60JIb-
HbIM? He ckakeTcs I 3TO Ha OTHOILIEHUAX B CEMbe?
K Tomy xe, ecniu nHGOPMALIUIO aTh B IIKOJE, a TECT
TIPE/JIOKUTh CITYCTSI HECKOJIBKO JIET, TO C TOaMU 3HAHUS
PUCKYIOT ObITh yTPaYeHHBIMH, U BCS [IPOrPAMMa MOXKET
OTePATH cBOIO 3 deKTUBHOCTH. TakuM 06pa3zom, He0O-
XOZIVIMO TIPOSICHUTD IIPUOPUTETHOCTh: NHPOPMUPOBaHEe
MOIPOCTKOB, I06pavYHasi KOHCY/IbTALIUA, KaCKaAHbII
CKPUHUHT, IeATeJIbHOCTD CIIeIINaTU3NPOBAHHBIX I€H-
TPOB II0 TEM WJIH UHBIM 3a00J€BaHUAM, pacupocTpa-
HEHUE 1IEHTPOB OOUMHHON T€HETUKU Ha TEPPUTOPUH.
Bce 3TO Ipe/yIOXKEHUs U OIBIT, TPEOYIOIIe U3yYeHMS.
Hazo cka3arb, MHOrHe MpoboBaiy IPOBOAUTD BHEJA-
6opaTopHBIe UCCIeZ0BAHNUA, 1eHCTBYA Yepe3 IIKOJIbI
U jo6pavHble KOHCYIbTAllMU. Pe3ynbTaThl, KaK 3TOTO
MO’KHO OXXKU/IAaTh, HEOZHOPOAHBI I CUJIBHO 00YCIOBIEHBI
BJIMSTHUEM KYJIBTYDHI. [loydaeTcs, 4To He CyI[eCTBYeT
eIMHOM MOZIeJTi, KOTOPOM MOXKHO OBLTIO OBI C/IeZI0BATD.
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DKOHOMMYECcKOoe 000CHOBaHME UMeeT COI[HANbHYIO
Ba)XXHOCTb, IOTOMY YTO BO MHOTHX CJy4asiX UMeH-
HO O0OIIEeCTBO ZIOJKHO NMPUHATH HA cebs Pacxobl MO
reHeTU4YecKol npoduiakTuke, 1160 OHU JATYT HA
WHAWBUAYYMA, YTO BJIEYET PUCK IOSBJIEHUS CUIbHO-
ro COIMaJbHOI'O HEpaBeHCTBA. DKOHOMUYECKoe 00-
OCHOBaHHeE MOXXET IT0Ka3aThCA MOKUPYIOIUM, eC/IU
OyZeT mpeACTaBIEeHO UCKIIOUYUTENTBHO B IeHEXKHOM
BBIpQ)KEHUU. AHAJIN3 MOXKHO 0paboTaTh U TepeBeCcTH
B DKOHOMUYECKOe BEIpa)KeHHe [[eHHOCTh 3/I0pPOBbA,
6J1aTOCOCTOSTHUA U BBDKMBAEMOCTH, He OTPaHUYMBa-
ACh JIEHEeKHOM CTOMMOCTBIO IUATHOCTUKY U JIEUeHU.
Ho cronMocTb TPOQUIAKTUKY He CBOAUTCA K IeHEXKHOM
CTOMMOCTH JIabOpaTOPHOTO TecTa. PacmpocTpaHeHue
reHeTUYEeCKUX 3HaHUH U TeHeTUYecKas KOHCY/IbTallus,
mpezyiaraeMas Ha TOM WM MHOUW TeppUTOPHHU, IIpes-
IoJIararoT Cco3ZlaHue CUCTEMBI, aHAJOTMYHOM TOM, 4TO
6bUTa pazpaboTaHa s TPpOPUIAKTUKY MHGEKITMOHHBIX
3ab0JeBaHuUl, 3TO pe3ylIbTaT MHOTOBEKOBOU paboTHI,
OoT OubJIeliCKUX KaHOHOB KHUTU JIeBUT 00 M30JISAUU
MPOKAXKEHHOT'O /10 MEXAYHAPOAHBIX KOH(bEPEeHIIHH 10
3/[paBOOXPaHEHHI0, YTOOBI IIPEMATCTBOBATh PACIIPO-
CTpaHEHUIO XOoJephl. B Bompoce reHeTUKU MBI HaXoO-
JVIMCSI B CaMOM Hayvajie MyTH.

HecMOTpst Ha BCIO CBOO CJIOXKHOCTH, SKOHOMUYECKUM
acCIeKT, OHAKO, SIBJIIETCS CAMbIM IIPOCTHIM.
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ITUYECKUN acneKT

OTHUYECKU CIIOp 110 BOIIPOCY reHeTUIeCKOH MpodrIaK-
THKH, BO3MOXKHO, O0JIee yMecTeH, YeM SKOHOMUYeCKUH
acIleKT, MTOCKOJNbKY QpyHJaMeHTaJIbHBIM IIPUHIIUIIOM
eBreHUKU ObLIO IIPAaBO,/L0JIT TOCYZapCTBA WIX COO0IIe-
CTBA HABA3BIBATh PEIIPOAYKTUBHBIN BHIOOD U MIPENAT-
CTBOBAThb POXKJAEMOCTH OOJIbHBIX JIIO/Iel. OTa Mporpam-
Ma coZepKaia, B CyIIHOCTH, IPU3HAKU COOCTBEHHOTO
BBIPOXK/IEHUA, ITIOCKOJIBbKY Kacajiach He TOJIbKO U He
CTOJIbKO 3a60JIeBaHUM, CKOIBbKO, COIVIACHO MOCIeJHUM
VICCIIeZIOBAHUAM, HUIIETHI, OTTOPXKEHHS OOIIECTBOM TN
TICUXOJIOTUYECKUX CBOMCTB, CUUTAIOIINXCSA CBA3aHHBIMHU
C TeHeTHUKOMH IieJbIX HapoZoB. JItobasa mporpamMmma 1o
podIIAKTHKE B 00JIACTH TeHeTHUKH /IOJDKHA OCYIIIECTB-
JIATBCA C OMIAZKON Ha eBreHUKY, YIUTHIBasA Te 3BEPCTBA,
KOTOpBIe OHA mopozawia. Jlrobas uaesd TeHOMUKY, TIPU-
MeHseMas K 3/[paBOOXpaHeHUI0, oOpedeHa Ha JeMOH-
CTpaLUIoO CBOEH OTAAJIEHHOCTH OT €BIeHUKU, KOTopasd,
10 MHEHUIO HEKOTOPBIX, BCETZla HOPOBUT BEPOJIOMHO
IPOHUKHYTH «9epe3 OKHO».

BroaTryeckuii criop o reHeTHKe YesloBeKa becKoHe-
YeH, UHa4ye U ObITb He MOXET, TOCKOJIBKY PEYb UZET O
BO3MOKHOCTU U3MEHEHUA CaMOU MPUPOBI YeTOBEKA.
EBrenuka XX Beka TeopeTudecku 000CHOBBIBasa HE00-
XOJMMOCTb YCOBEPIIEHCTBOBAHUS BU/A IIyTEM yCTpa-



160 [bABONbCKNIA FeH

HEHU JIIOJeH, COLIMaTbHO MeHee aJ[alTUPOBAHHBIX.
PasymeeTcsi, Takasd TeOPUSA MOJBEPraeTcs eUHOIYIII-
HOMY TTOPHUIIAHUIO, HO €CTh U TaKHue, KTO CIMTAET, YTO
MIPUIILIO BpEMsI BHOBb PACCMOTPETH BO3MOXKHOCTbD, WU
Jlake MOPAJIbHBIH JIOJIT, YCOBEPIIEHCTBOBATh OUOJIOTH-
YeCKYI0 WIN IICUXUYECKYI0 TPUPOAY YeloBeKa, n3ba-
BUTb OT CTpPaJlaHuM OyAyIye TOKOJEeHUA WU COBCEM
yCcTpaHUTh 6osie3HU. CyIeCTBYIOT KpallHUEe MHEHUS
TaKUX yUYeHbIX, KaK, HarpuMep, Xappuc’?, brrokeHeH”,
CaBysecky’”, KOTOpbIe He BUZSAT HUYETrO IUIOXOT'0 B TOM,
YTOOBI YCOBEPIIEHCTBOBATh HEKOTOPBIE YeIOBEUECKUE
KayecTBa, BMEIIaBIIMCh B TeHETUYECKOE HaCJIeueE,
Y, TAKUM 00pa3oM, HarpaIuTh YeJ0BEKa, WIN ellle He
POJUBIIIETOCS YeN0OBeKa, JIYIIIUMU BO3MOXKHOCTSIMU B
’KusHU. CIBY/IECKY OTCTauBaJl IPUHIIUII I0OPOXKETaTENb-
HOCTH, KOTOpas Zieyiajia Obl Hem30eKHBIM BEIOOD JIYUIIIEro
pebeHKa, ecJIv /I 3TOT'O eCTh BO3MOXKHOCTD. B aTOM CIIy-
Yyae Takoe BMEIIaTeNbCTBO He OT/INYAIOCh OB OT TOTO,
YTO BHUMAaTEJNbHBIE POJUTENU YKE MPEATPUHUMAIOT,
HaIpuMep, CIIOCOOCTBYS 00pa30BaHUIO WIU CTUMYIUPYS
Te WY WHbIe HAaKJIOHHOCTH y CBOUX ZleTel. Jlonr mepes
OyZyIINMHU TTOKOJIEHUSIMU JIOTTYCKAeT CyleCTBOBaHME
JKU3HEN, HE 3aC/Ty’KUBAOIINX TOTO, YTOOBI UX TPOXKH-
BaJd. DTa TOYKA 3pEHUs] HACTOMYMBO OCIIApUBAETCS
TEeMU, KTO BBICTYTIA€T B 3aIUTY JOCTOMHCTBA OOJIBHBIX
Jofiel, KOTOpoe CUJIBHO yleMJIsAeTcss KaMITaHUAMU T10
reHeTU4ecKou nmpoduiaktrke. MOXHO CKa3aTh, YTO
B3MIAABI Xappuca, CaBysecKy Wi bblokeHeHa ABIAI0TCS
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KOHCEKBEHIIMAJUCTCKUMU, TO €CTh OCHOBAHHI Ha I0JIO-
YKUTEJIbHOU OlleHKe KOHEYHBIX Iieieil U pe3yIbTaToB,
BBITEKAIOIINX U3 ZIeHCTBUM. B 3TOM ciryyae ripesoTBpa-
TUTb HecyacThbe YesJoBeKa, Jaxke elle He POAUBIIErocs,
U1 YMEHBIIUTh COLIMATbHYIO Harpy3Ky — 3TO TOJIOXKU-
TeJIbHBIE Pe3y/IbTaThl, ONPABABIBAIOIIE TeHETUYECKYTO
npoduiakTUKy. VM IPOTUBOCTOUT PSAZl BUAHBIX YUEHBIX,
MOAIeP>KUBAIOIINX W/eI0 TOT'0, YTO JKM3Hb — 3TO Jap,
ee HeoOXOAUMO TPUHUMATD BO BCel ee abCOMIOTHOM
ectectBeHHOCTU (M. CaHzZIeN), UK UTO reHeTU4ecKoe
BMeIIaTeIbCTBO HEZOIMyCTUMO, ITOCKOJIBbKY OHO Orpa-
HUYUBaEeT CBOOOZY HOBOM JIMYHOCTH, OOYCIOBIIUBAs ee
’KU3Hb BBIOOPOM U II€HHOCTSIMHU, TPUHAAJIEKAITUMU
poautensaMm (Xabepmac), v inIiasi ee HEOTbeMJIEMOMH
WHAUBUAYQIbHON aBTOHOMUU.

OTOT CIIOp, NBUIKUU M OCHOBAHHBIN Ha COIOCTaBJIe-
HUU MPOTUBOIIOJIOKHBIX ACIIEKTOB, 3/1eCh He TepeaTh
LIeJIMKOM, /1a ¥ He HY>KHO 3TOro JleJlaTh, TaK Kak TeMa,
KOTOPYIO MBI 3/1eCh 00cykaaeMm, apyras. [IpodrrakTrka
6oJ1e3Hel yepes pacipocTpaHeHUe TeCcTa Ha BhIABIEHUE
HOCUTEJIA He UMeeT I1eJibl0 U3MeHeHUe, yaydllleHre
WU COBEPIIEHCTBOBAaHUE YEJIOBEYECKOU MTPUPOAHL. Y
«HOBOU eBreHUKU» Apyras, ABoiiHas 1eab. C ogHOU
CTOPOHBI, TIpeJIaraeTcs COKPaTUTh YeJ0BeYeCcKYyIo,
COITMAIbHYI0 Y SKOHOMHUYECKYIO CTOMMOCTD JIEUEHUS
TSDKEJbIX 3a00ieBaHUM, Hen30eXKHO BeAYIIUX K MPex-
ZleBpeMeHHOM CMepTHU 1, BO BCAKOM CJIydae, IPU COBpe-
MEHHOM COCTOSTHUY MEAUITHUHBI, K TSYKETBIM MyYeHUIM,
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K YMCTBEHHOM HeZIeeCTIOCOOHOCTH WK K ObICTPOMY CHH-
’KEHUIO KU3HEHHBIX QYHKIINHA. BTOpast 1e/ib COCTOUT B
MTOMOIIIY T€M, KTO KeJIaeT 3HAaTh O PUCKE IPOU3BEEHUS
Ha CBeT YeJIOBeKa, KOTOPHIHM OyZIeT CTpaZiaTh TsIKETbIM
3abo0yieBaHNEM, U YKPEITUTh aBTOHOMUIO CBOETO BBIOOpa
Kak poauTessi. Mbl MOXXEM U Jlajibllle laBaTh XapaKTe-
PHUCTUKY TTOJOOHOMY BMENIATEThCTBY €BI€HUKHU, HO
MHOTHE B HACTOsIII[ee BPEMS CIMTAIOT, YTO PEUb U/ET CO-
BCEM O JIPYTOii eBreHUKe, IIPOTUBOIIONIOKHOM JUCTOITUH
XX Beka. TepMUH «eBreHHUKa», BO3MOKHO, TPUBOJUT B
CMyIlleHue, U, HaBepHOe, Hy)KeH HOBBIM TEPMUH, HO 3Ta
TeMa BO3BpalllaeT Hac K U3Ha4YaIbHOMY GHOITHIECKOMY
CIIOpY, T/l IIeHTPaJbHBIMU apTyMeHTaMH SBJISIOTCS,
C OZTHO¥ CTOPOHBI, YBa)KEHHE BOJIU YeJIOBEKa, IpaBa
3HATh COOCTBEHHYIO F€HETUYECKYIO CTPYKTYPY, aBTO-
HOMUU BBIOOpA B BOTIPOCE TPOU3BEAEHUS TOTOMCTBA,
C IPYTOl CTOPOHBI — QYHKITHS, KOTOPYIO 00IIIECTBO WIIN
rOCyapCTBO MOT'YT BBITIOIHSAT, 3aLUIIAst WK OTPaHU-
YuBas 3T IIpaBa, U, CIeJ0BaTeJbHO, HACKOJbKO OHU
MOT'YT BJIUATh Ha UHAUBUIYaTbHBIN BEIOOD B BOIIPOCE
IIPOU3BE/IEHUS IOTOMCTBA.

[IpexHssA eBreHrKa PelInTeTbHO OTCTauBasIa IPaBo,
WU Jjaxke 006513aHHOCTb, TOCyZapcTBa 3allUiaTh 61a-
rornoJiyure rpak/jaH, yCTaHaBINBas Ka4eCcTBO HOBOPO-
’KZIEHHBIX; «HOBAasl eBreHUKa» IpeJjiaraeT IOBbIIIATh
aBTOHOMMUIO MHAUBHUYYMa WK apbl. COIIaCHO yTBEep:X-
nenuto ®pandecko KaccaTsl’®, IOHATHE eBreHUKH IIpe-
TepIeso IIybokoe ceMaHTU4ecKoe IepeoCcMBbICIeHHe
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C Pa3BUTHEM TEXHOJIOTHUU K BO3MOXKHOCTEU MeAUIIMHBI
B 00J1aCTH TeHETUKHU, He 0e3 yJyacTus COIUATbHbBIX 13-
MEHEeHUH 1 HOBOM 3TUKHU CBOOOABI"’.

Pa3inyHbIe UzIeH, CJIOBHO KapCTOBBIE PEKH, HE TIOSIB-
JIASICh Ha TIOBEPXHOCTH, TEKYT B IIyOMHAX 00IIeCcTBa U
BBIXOZSAT Hapy)Ky Ha OosbiioM paccTosiHuu. Kaccata
CIipaBeJIMBO HAITOMUHAET, YTO MpeJI0KeHUEe I0-
HMCKa HOCUTEJEeH TKeNbIX 3ab0IeBaHnil, TAKUX KaK
beHWIKEeTOHYPHUS, OTChIJIaeT HAaC K paJUuKaJIbHOMY
MIPOTUBHUKY €BTeHUKH, KOTOPBIHN, MEXAY TeM, 6e3 Ko-
snebaHuil UCITOIb30BaJl 3TOT TEPMUH, — UMesI B BUAY
nany [Tua XII, KOTOPBIH BEICTYIIWII Ilepesi KOHTPeccoM
MeXAyHapOJHOT'O TeMaTOJIOTUYECKOr0o 00IecTBa B
1958 roay B 3amuTy A06pavHOro obcieoBaHUsA, HE
peKOMeH/ys1 Opaku Mexay HocuTeasaMu. Takum obpa-
30M, B3IJVISIZIbI €BT€HHUCTOB, KOTOPhIE HE UMEIOT HUYEro
001I1er0 € Meel IPUHYAUTEIbHOMN BIaCTH TOCYAapCTBa,
CYIIIeCTBOBAJIM BCET/A.

B nociegHue gecATUNETUA OTKPBIINCH HOBBIE I'O-
PU3OHTHI OMO3THKHY, U Tellepb AebaThl He MOTYT OTpa-
HUYMBATHCA JIMIIBb TOJBKO COBEPIIEHHO OYE€BUAHBIM
OCy>/JleHleM Hal[MICTCKOW eBreHUKU WIU TeOPUH, ITyCTh
Jaxke IIPeJIOKEHHBIX BUIHBIMY YYEHBIMU, TAKUMU, KaK
naypeat HobeneBckoit mpemuu Kappenb. Peub uger
O pacCMOTPEHUM 3TUYECKUX aCII€KTOB, CBA3aHHBIX C
reHeTHUKOU, yepe3 Npu3My JubepasbHOTO TocyAap-
CTBa — IO3MULIMA, KOTOPYIO 3aHUMAIOT BCE II€PEOBLIE
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ydeHble B obacTtu 6mo3TUKU. CerofHsa MbI 3aZlaeMCs
BOIIPOCAMHU, B KAKOH CTelleH! reHeTUYecKas nHpopMa-
WS I0JDKHA TTPUHAZJIEKATh UHANBUAYYMY; HACKOJIBKO
OHAa JIOJKHA PaCKPBIBAThCA CEMbE WIN OHOMY U3 CY-
MIPYTOB; YTO ZieJIaTh C HEOXKUAAHHON MHpOopMaIme,
MIOJTyYeHHOU B pe3yJbTaTe UCCIeZJ0BaHUS TeHeThuJe-
CKOT'0 HacJjieius 4eJoBeKa; KaK CTUMYJINPOBAaTh pac-
IIpOCTpaHeHVe 3HAaHUH O TeHEeTUYECKUX 3a00IeBaHUAX
Y 0 BO3MOXXHOCTH MPEOTBPATUTD UX, He HAKJIa[bIBas
KJIEMO Ha 60JIbHOT0; KaK IPeZI0CTABIIATH YCIYTy Hace-
JIEHWI0, KOTOPasi MPEeNsITCTBOBaIA Obl SJKOHOMUYECKOU
CIIeKYJISAIIUY, eCJIU 3Ta ycayra OyZeT BhIMyIIeHa Ha
PBIHOK; KaKYI0 MO3ULIMIO JOKHO 3aHUMATh rocyZap-
CTBO IO OTHOIIEHUIO K CYL[EeCTBYIOIIUM pa3IndYHbIM
3TUYECKUM, CBETCKUM U PEJTUTHO3HBIM TOYKAM 3pEeHUA
10 MIOBOAY PENPOAYKTUBHOI'O BBIOOPA; KaK MEePEUTHU
OT UCKYCCUH IO Ky/JIbTYPHBIM aclleKTaM K IPUHATUIO
IOPUJNYECKOTO pellleHusA. BeayTcs cropsl Mo MmoBoay
nepebopMyIUPOBKY reHEeTUYECKONM KOHCY/IbTaIUH,
IIpaBa Ha TO, YTOOBI HE 3HATh, BO3MOXXHOCTH ITPOXOJUTD
reHeTUYeCKUH TeCT HecoBeplleHHoeTHUM. HakoHerr,
0b6Cy)XZat0TCsA TPAaBOMEPHOCTD U 3aZla4l TEHOMUKH,
BHeZIpeHHOM B 3/[paBOOXpaHeHHe; OCTPO CTOANIMHN
BOIIPOC TEXHUYECKOT'O Mporpecca, ceaaBiiero 0Toop
3MOpUOHA OCYIIECTBUMBIM CJIEZICTBUEM IIpOliecca Te-
HeTHUYeCKOU JUArHOCTUKMU.

HPOCKT «I'eHOM>» IIaHUPOBAJI, a 3aTEM U pe€an30-
BaJi, CO3JaHKe KapThl BCETO reHOMa 4Y€JI0OBEKA 1 YCKO-
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PWJI TIpOliecC paclo3HaBaHUA IeHOB, YIACTBYIOUIUX B
COTH#X O0JIe3HEeH, 3aI0’KUB OCHOBY /IS UX MPOdUIaK-
TUKYU. BO3HUKaeT 3aKOHOMEPHBIA BOIIPOC: pa3Be He
11es1ecoo0pasHo yCTpaHUTh UX Bee? CaeaTh MUP JIydIle
JU1sT OyZYIITUX TIOKOJIEHU — HE 3TO JIU 11eJIb COLHab-
HOU 3TUKU? B yacTHOCTH, reHeTHYeCcKoe 3aboieBaHue,
He ABJIAETCA JIU OHO OHUM U3 HauMeHee ITpHeMIeMbIX
cTpazanuii? Pa3Be yesoBeyecTBO He OBLIO ObI Oostee
cyacTIUBBIM 6e3 6ose3Hei? [Touck HocuTeel 03BO-
JIUsT GBI JOCTUYD JTHUX IeJiel, HO ero MpaKTUYecKH He-
BO3MOJKHO PacCIIPOCTPAHUTh HAa BCEX U Ha BCE YCJIOBHUS.
Kaxk BbIOpaTh 6osiee 3HaUnMble 60e3HU? [IpaBUIbHO
JIV CYUTATh TAKOBBIMU TOJIBKO Te 60JIe3HU, CTONMOCTD
KOTOPBIX BBIIIE C TOYKY 3€PHUS COI[UATBHON? BaskHee
JI11 00I1IeCTBO B OTHOLIEHUY MHAVWBU/YYMA C STUYECKON
TOYKU 3pEeHUA?

BosbHBIE U UX CEMbU 3aMHTEPECOBAHBI B UCC/IEZIO-
BaHWU U yCTpaHEeHUU 00JIe3HU, KOTOpast UX KOCHYJIach,
Kakou ObI peZikoii oHa HU Obuta. Kaxkzas mapa moteH-
[IUATBHBIX POAUTEeH XoTena Obl 3HATH, CYIIIECTBYET JIU
y HUX PHCK ITPOM3BECTH Ha CBET HECUYACTHOTO pebeHKa,
U 3TO MPABWIbHO, YTO OHU 33/]aI0TCS STUM BOIIPOCOM,
He J0XXUZAsACh CMEPTU WU TAKEJIOTo HeAyra MepPBOro
pebeHka, Korza OyzeT yke mosaHo. Eciu aTo mpaso,
TO KTO ZIOJDKEH TapaHTUPOBATh €r0 M KaKUM 00pa3om?
A ecnu kakasa-HUOY/b TTapa 3axo4yeT U3bekaTh rnepesa-
Y1 MeHee TsDKeJIoTo 3ab0/ieBaHusA WIH Jake IIPOCTOTO
HeZloCTaTKa WK ITpU3HaKa, KOTOPBIM OHA caMa CYUTaeT
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He6JIaronpusATHBIM, 10 KAaKOU CTETIEHN OHA UMEET IPaBO
Ha 3TO? B HEKOTOPHIX cTpaHax HebIarONMPUATHBIM SBJIS-
€TCST POAUTHCS JKEHIITUHOM, TO3TOMY JKEHIITUHBI 1€Tal0T
abopT BO U3beKaHue POXKAEHUA J€BOYKU. BO3MOXXHO
JIU YCTAaHOBUTb dTUYECKHE I'PAHUIBI T€HETUIECKON
npodwrakTuku? M Ha060pOT, MPUEMIEMO JIU C 3THU-
YECKOHM TOYKM 3PEHUS] HUYETO HE MPeATIPUHUMATH /I
TIPeZIOTBPALIeHN TTlepejaduy Hac/IeICTBEHHOT O 3a001eBa-
HUs? VIMEIOT JIv TPaBo POAUTEHU TPOU3BOJAUTD Ha CBET
pebeHKa, 3Has, 9YTO OH OyzeT cTpajarh? Y, HaKOHeI],
MIPUEMJIEMO JIU C 3TUYECKOU TOYKU 3PEHUS «XOTETh»
60sbHOTO pebeHKa? ITOT BOMPOC MBI 33/laeM B CBSI3U
C UCTOpHEH PO ABYX JKEHIIVH, MTOXKETABIINX UMETh
pebeHKa ¢ BpOXKIeHHOM TTyX0ToM. CEero/iHsA 3TO MOXKHO
czenaTh, U 1 He 3Hal0, KaK 3TOMY IIOMEIIaTh.

OTUYecKul Criop Ha MpeAMeT reHeTUYeCKOTo BMellla-
TeJIbCTBA TIOZAHUMAET BOIIPOC O CAMOM TIOHATUY O0JIE3HHU.
B 2To# cBA3U BCIIOMUHAeETCs cyabba Muresnsa [TeTpyy-
YHUaHU, TeHUA MY3bIKH, CTPaZiaBIIero HeCOBepIlIeHHbIM
OCTEOreHe30M U IpeKJeBpPeMeHHO YMepIIero o mpu-
YHHE OCJIOXKHEeHUA naTosoruu. KTo MoxeT ckas3aTh, 9TO
€r0 YKU3Hb HE CTOW/IA TOTO, YTOOHI ee IPOXXKUTH? Muireb
pelIwica Ha MPoJioJDKeHHe poZia, 0CO3HaBasA BBICOKYIO
BEPOSITHOCTB ITOSIBJIEHUS Ha CBET O0JILHOTO pebeHKa, HO
OH BOCIIPMHHMAJI CBOE COCTOSIHUE JIMIIb KaK SIBJIEHUE,
a He Kak 6osie3Hb. [To106HOE BbICKa3bIBAHUE S YCIIBIIIIAI
KaK-TO OT OJJHOM PYCCKOM ZIEBYIIIKU, OOJIbHOM MYKOBHC-
I[U7I030M, K CYaCThIO, B JIETKOM HOpMe, KOTOpasi TOBOPH-
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JIa, YTO CUMTAET CBOIO O0JIE3HB «00pa30M JKU3HH, a He
cTpajaHrueM». Takum 06pa3oM, MHAUBUAYATbHASA OIIeHKA
CcOOCTBEHHOTI'O KU3HEHHOT'O OIIbITa, HEBBIHOCUMOTO JIJIs
OZTHUX U 06JIarOCIOBEHHOTO ISl IPYTUX, HE MOXKET OBIThH
0OBEKTOM BBICIIIEH COLIMAIBLHOM OIleHKU. Posib ob11iecTBa
JIOJDKHA OBITH IPYTOM, M MbI TIPEZJIOXKUM JIPYTYIO MOZETb.
KoHeuHO, pellleHHe CYUTATh TY WIN UHYIO O0JIEe3Hb TH-
»KeJIOM 1 HEBBIHOCHUMOM /IO TAKOM CTeleHH, YTOObI OHa
TpeboBasa MPeBEHTUBHOT'O BMEIIATEIbCTBA, UMEET TITy-
OO0KMe Ky/IETYpHbIE OCHOBaHU, TOIE)KAIIHE COIIMATbHOM
Y UHIVBUIyaJIbHOU OIleHKe, HO HUYEro He TOBOPUTCS O
TOM, YTO CYIIECTBYeT PallMOHAIbHBIN OOLIEeNIPUHATHIN
TIpe/iest, KOTOPBI yCTaHaBIMBAET, Korja 60/1e3Hb J0/DKHA
ObITh ycTpaHeHa. C TOYKM 3PDEHUST MEAUITMHCKOU STUKU
WIN 3TUKY CTPAZIAHUSA, TeHETYeCcKoe 3a00/IeBaHNe OYeHb
OT/INYaeTcss OT MHPEKIIMOHHOT'O U XapaKTepU3yeTcs
CBOEU TECHOU CBA3BIO C YeJI0BeUeCKOU KU3HbI0. Ecmu
ycTpaHeHue UHOEKIIMOHHBIX 3a00/1eBaHu TpeboBaIo
BMeIIaTeTbCTBA B 0OBEKT BOBHE, TO YCTpaHEHUE reHe-
TUYECKUX 3a00J1eBaHui TpeOyeT BMeIIaTeIbCTBa B CAMY
TIPUPOZY YesioBeKa. bosie3Hb CTAaHOBUTCSA MOJIEKY/ISIPHBIM
nedpeKkToM reHOB, U He BCe TOTOBBI MPUHATH TaKyIo ca-
MOCTOSITETbHYIO 3HAYMMOCTD 9acTH cebs1 camoro’s. Otu
Pa3MBIIIUIEHUS OOBSACHSIOT HAPSIKEHHYIO STUYECKYIO
[IMCKYCCHIO, TIOAHABIITYIOCS BOKPYT [IpoekTa «['eHOM Ye-
JIOBEKa» 1 BOOOIIe BOKPYT '€ HETUKH.

YcTpaHeHMe reHeTU4YeCKUX 3a001eBaHIH U TpobiiemMa
COBEPILIEHCTBOBAHMUS YeJI0BEYECKOH IIPUPOZbI — Pa3HbIE
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Bemm. KaxeTcst 6aHaIbHBIM YTBEPXKAEHUE O TOM, YTO HU-
KTO He XOTeJI ObI, YTOOBI YEJIOBEYECTBO OBLIO ITOPAKEHO
HacJeICTBEHHbIMY 3a00/IeBaHUSIMH, U, BO3MOXKHO, TTO-
3TOMY 3TUYECKUH CIIOP MaJIO 3HAYEHUS MTPUAAET STOMY
BOIIPOCY, COCPeIOTOYMBASICH HA O0JIee CI0KHBIX TeEMaX.
Ho mpobiieM ocTaeTcss MHOTO, U KaXK/Jast 3aCIyKUBaET
TyOOKOTO U3ydeHus. [Ipumep ToMmy — paboTa rpyIIIbl
y4eHBIX BO IaBe ¢ /KoBaHHU BOHMOI0, KOTOpasi U3y-
YyaeT STUYECKUE aCleKThl, BRITEKAIOIE U3 CKPUHUHTA
HOCHTEJII MyKOBHUCIIH/I03a B perrioHe BeHeto. OHU pac-
CMaTPHUBAIOT OCHOBHBIE TUYECKIE ACITEKTHI, CB3aHHbBIE
C TEeHETUYECKUM CKPUHUHTOM: PHUCKH €TI0 TIPOBEEHNS,
TTOJTHOMOYHS CITEIIUATMCTOB, aBBTOHOMHUS PETTPOAYKTUB-
HOT'0 BBIOOpA, MHTEPEC TOCYAAaPCTBA, PUCK HAJIOXKEHUS
KJIeiiMa Ha 60JIbHOTO M, HAKOHEI], BO3MO)XHBIE ¥ OTBEP-
raeMble CBS3U C eBreHNKOH Havyama XX Beka’®.

MHorue Bompochl ocTaloTcs 6e3 oTBeTa; Ha caMOM
JileJie OTBETHI MOT'YT U He CyIL[eCTBOBATh, IIOCKOIbKY
MIOCTaBJIEHHbIE BOIIPOCHI OTPAYKAIOT PA3TUYHYIO STHYe-
CKYI0 HalpaBieHHOCTb. Ho xopo1i1o 65! cripocuTs cebs,
KaKOBBI UHTEpeCH U yOeXZeHU, CTaJIKUBaloIIecs
B TAKOM CIIOpe.

Penurnga un cembs

PeUrno3HbIN acieKT KacaeTcs HpO6J’IeMbI CTapaJaHUA
HEBHWHHBIX, HO cenuac HayKa npeajgara€tT MHCTPYMEHT
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JUIs ero mpezfoTBpalleHusa. Kak coBMeCTUTh 3Ty BO3-
MOXXHOCTb C 3TUKO-PEJUTHO3HBIMU OCHOBaMU? UTOOBI
MPUHATD [IEPCIIEKTUBY UCKYCCTBEHHOT'O OILIOZOTBOPE-
HUA, MyCy/JIbMaHe U eBpeU BBIHYK/eHbI ObUTH O0POThCA
¢ cOOCTBEHHBIMU 3TUYECKUMU IPUHIIUIIAMU. B mpaBo-
CJIaBHBIX KPyTax KaMITaHUH IPOTUB 6osie3nu Tess — Cak-
ca WiIH i IpeZoTBpalleHus 601e3Hel reMorniobuHa He
r“Mesy OBl ycriexa 6e3 o100peHus [yxoBeHCTBa. Jlpyrum
ObUT BBIOOD cO00IIIeCTBa aMUIIel®’, KOTOpbIe, OCO3HABAS
reHeTHYEeCKYIO [Ipe/IPacIioIoKEHHOCTh K OU€Hb PEIKUM
3a001eBaHMAM, OTKA3aJIMCh OT BBeZEHUA MPOPMIAKTH-
yeckux Mep. [Ioo6HOe MPOUCXOAUT U B KATOJIHMYECKOM
coob11ecTBe, KOTOpOe He ITPU3HAeT IpeIbIMIUIaHTAIIOH-
HYIO IMAaTHOCTUKY U IUAaTHOCTHUKY C IeJIbI0 abopTa, KaK
1 1060 APyTroii BU/ BMEIIaTeTbCTBA B €CTECTBEHHBIHN
IIPOLIECC IETOPOXKEHUA.

Ho aTrueckas npobeMa cBsi3aHa He TOJTBKO C BEPOM.
Jlpyroe oTHOIIIeHNe, C KOTOPHIM CHCTeMa 3ZpaBooXpa-
HeHUA AHIVIMY CTOJIKHY/IACh BO BpeMs IPOGIIaKTUKU
TaJlaCCEMUU B TAKUCTAHCKOU U IPeYeCKON WU KUIIPUOT-
CKOM 0OIITMHAX, 3aBUCEJIO He OT PEJIUTUH, a OT BOCIIPUA-
THA TIOHATHSA CEMbBH, OT CTPaxa OBITh 3aKJIeMIEHHBIMU,
OT CcOLIMaIbHOM posiu 6paka. B HebobIIUX coobIIecTBax
WIN B OYeHb 3aKPBITHIX KY/IbTYPHBIX I'PYIIIIaX BhIABIECHHUE
HOCUTeJIA, UHOTZA JaXke OJHO JIUIIb [1003peHNe, UYTO
OZIVH W3 NPEe/ICTABUTENIEH ABIAETCSI TAKOBBIM, MOXET
OBITH YpeBaTo JUIIEHNEM BO3MOXXHOCTH 3aKJIIOYUTD
6pak. [ToaToMy JIt0AU IPEATIOYUTAIOT BOCIIOIb30BAThCSA
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CBOWM IIPAaBOM He 3HATh, II0JIArasch Ha CyAb0Y, MMyCTh
Jaxe 371y10. JleATebHOCTD «Jlop Memapum», TiaTeIbHo
M3y4YeHHas COIMOJIoraMu B 001aCTU MeULIMHBI, TAKUMU
kak ABuaz Pari, Bapb6apa ITpauncak u /lxku CUres, win
rccienoBanus Pama Gopm reHeTUIECKOH ITyXOTHI B Oe-
AYUHCKUX IutleMeHaxXx CUHasa CBUAETENbLCTBYIOT, HapALY
C OTHOIIIEHVEM TaKUCTaHIIEB B BeslnkoOpUTaHuU, 4TO
CyLLIeCTBYeT KOJUIEKTUBHAA 3TUKA, KOTOpPasA He IIPOCTO
PYKOBOZICTBYETCSA PEJUTHMO3HOM 3TUKOM, OHA Perysiu-
pyeT OTHOILIEHUA MeXAYy JoAbMuU. JI1a Hee ceMelHbIe
IIEeHHOCTH ABJIAIOTCA OCHOBOM. Ha caMom zerne, gaxe
B UCJIaMCKUX CTPaHax, IZle JyXOBEHCTBO BHICTYIIWIO B
MOAZEPKKY reHeTUUYecKol mpoduIakTUKu, cucTemMa
3/lpaBOOXPaHEHUA CTOJKHY/JIACh C COIIPOTUBIEHUEM
CYIIPY>KeCKUX I1ap, ¥ CaMbIM ITPOYHBIM OapbepoM OKa3a-
JIUCh COTIMA/IbHBIE TIEHHOCTH SHAOTAMUU, OPaKOB MEXKIY
ZABOIOPOJHBIMY U IPYTUMU POACTBEHHUKAMU B paMKax
oZHOU ceMbu. [IpaBuia poacTBa MOTYT NMPEACTABIATH
6osiee cepbe3HOE MPENATCTBYE, YEM BEPA.

[Tprmep BeHeTo rmopasu BeeX, IIOCKOIbKY OH CUUTAI-
cA PETHOHOM, CWJIBHO YKOPEHUBIINMCA B KaTOJMUIIN3ME,
HO IIPY 3TOM y4yacTyre HaceJleHUA B Ipe/JI0KeHHOM reHe-
TUYECKOM TeCTHPOBAHUU ObLIO TAKUM, YTO IIPAKTUYECKU
IIPUBEJIO K UCYe3HOBEHNIO MyKOBUCIIM03a. B 3anaziHbIX
ob1IecTBax CTPYKTypa POACTBEHHBIX CBA3EH yXOAUT
W3-T10/] BIUAHUA PEJIUTUU, U ¥ 9TOTO paKTa eCTb MHOTO
CUMIITOMOB. /[BaZilaTh JIeT Ha3a/ yueHble 13 Peppapsl,
rcciefysa IpUYUHBI MCUe3HOBEHMA TallacCeMUH B UX pe-
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rMOHe, 0TMEeYaIv U3MEHUBIIIEECS OTHOIIEHE K BOIIPOCY
JaeTopoxkaeHus B meprog ¢ 1950 mo 1980 rozsl, 4T0 6BLTO
06yC/IOBJIEHO HE TOJHKO YCUIMBUIMNMCS OCO3HAHUEM
pHCKa, HO ¥ CTPYKTYPHBIM N3MEHEHUEM CEMBH.

He 3HaThb, He 0dTb 3HATb

3amuiiaeTcs JiU IpaBo He 3HaTh? OHO OBUIO HapyIlle-
HO, KOT/Ia B UCJIAaMCKHUX CTpaHax Wi Ha Kumpe 6bu1
BBe/IEH I00pavYHbIi TeCT. 3aKJIeHMEeHHBIM MOKET OBITh
Y YeJIoBeK, He IIoXKeJIaBIINH ITpU3HaTh cebs HocuTeaeM
Y ZIOITYCTUBIINH, TAKUM 06pa3oM, poxkeHre 60JIbHOTO
pebeHKa, YBEJIMYUB COI[UATBHYIO CTOMMOCTbD KU3HU
1 001[ecTBeHHBIE U3ZlepKKU. JKesaHue He 3HaTh MOXKET
OCYKZIaTbhCs, €CJI OZITH M3 CYIIPYTOB He COOOLIWI Apy-
roMy O CBOe IIPMHA/JIEXKHOCTU K CeMbe, B KOTOPOU I10
HacJIe/[CTBY Ilepe/jaeTcs reHeTUYeckoe 3aboeBaHue,
Y eCJIU B pe3y/IbTaTe Y HUX ITOABWIICA 60IbHON peGeHOK.
AHaJIOTMYHO, eCTh CEMbH, KOTOPBIE CKPBIBAIOT T€HETH-
yeckoe 3abo0yieBaHue Jjake OT OJIM3KUX POACTBEHHUKOB.
leHeTHueckas nepefiaua — 3TO UHAWBUAYyalbHaA MIPO-
61ema, mpobieMa mapsel ¥ ceMby. KTo-To yTBepkaast, 9To
colllaJbHOM eZiMHUIIeH, KoTopas Jo/KHA pacliolaraTh
reHeTHYecKo nHPpopManyei, 10/oKHA OBITH CEMbS, a He
uHAUBUAS!. MBI 3a1aeMcsi BOIIPOCOM, HAaCKOJIbKO 3TO
3TUYHO, U Pa3Be WIEeHbl CEeMbU He UMEIOT IIpaBa I1oJIy-
4yaTb 3Ty MHGOPMAIIHIO OT POACTBEHHMKA, IIPOIIE/IIero
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JIUAarHOCTHKY? Pa3Be ¢ STMYECKOM TOYKHU 3peHust HHPOP-
Malusi 0 MyTaIliy He J0JKHA COOOIAaThCS BCel ceMbe,
MTO3BOJISAA KaK MUHUMYM OJIVDKaMIIUM POJCTBEHHHUKAM
JiesaTh COOCTBEHHBIN BHIOOP? JlvyleMMa MoTvia ObI ObITh
pellleHa MoCpeACTBOM IIPUBIEYEHUST MEAUIIMHCKOTO
CIIEIIMAJINCTa, 3HAIOIIEr0 O HAIMYKMH B CEMbe FTeHeTHhYe-
ckoro siepeKTa 1 CIIocOOHOTO JOBECTU 3Ty MHGOPMAIIHIO
JI0 CBeJIEHHs POACTBEHHUKOB 6OJBHOrO0. B HacTosee
BpeMsI BEIyTCSA CIIOPBI HA TEMY TOTO, 3aKOHHO JIU B IaH-
HOM CJIy4ae HapyllaTh 00513aTeIbCTBO O TaliHe.

NpeanbHblit pebeHok

YacTo MOXKHO YCIIBIIIATh 00CYKA€HUE TEMBI IOJITa TIepe]
OYZyIIMMU TIOKOJIEHUAMHU. VIM MBI XOTUM TIepeAaTh JIy4-
NI MUP, TO €CTh MBI ZIOJKHBI COXPAHUTD OKPY KAIOIIYIO
Cpelly ¥ YMEHBIIUTh KOJMYECTBO BO3MOXKHBIX TIPUYNH
HecyacTbsi. Mup 6e3 60sie3Hel ToXKe OTHOCUTCS K 3TOU
nepcrektTuBe. Ho ecTh U pyruie IPUYUHBI HE JKelaTh
601pHOTO pebeHKa, 60jiee STOUCTUYHBIE; HEKOTOPBIE
WX Ha3bIBAIOT T'eJOHUCTUIECKUMHU.

Bo BpeMeHa, KoTZla pOXXJJaeMOCTb IaZlaeT 1Mo ove-
BUIHBIM SKOHOMUYECKUM TTPUYHHAM, SMOIIMOHATbHBIN
BKJIAJ] B peO€HKa, KOTOPBIM UMeEeT OOJIBIIYI0 BEPOST-
HOCTb OCTaThCSI €IMHCTBEHHBIM, KOHEYHO, BHIIIIE, YEM B
cyTy4yae, eciv ieTeli MHOTO M OHU BOCIIPUHUMAFOTCS BO
BCEM MX pa3HOOOpa3uu. JlaBaiiTe ogyMaeM, HACKOJIBKO
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BO3MOXKHA reHeTUYecKas KOHCY/IbTallsA B TAKOU cTpaHe,
kak Kuraii, rie Ha IpOTSHKEHUH MHOTHX JIET IEUCTBY-
eT TOJIUTUKA JeMOorpadpuuecKoro OorpaHUYeHUs U T/e
MIPUBETCTBYIOTCS CEMbY C OAHUM pebeHKoM. HekoTopoe
BpeMs TaM IpeobsIaia IoAX0 A PENPOAYKTUBHOU KOM-
MeHcauy. 3Has, 9To peOeHOK MOXXeT MpeXX/IeBpeMEeHHO
CKOHYATbCA, Mapbl CTPEMIWIUCH 3aBECTU PYTHUX AeTeH,
Ha/IesCh «KOMITEHCHPOBATh» MOTEPIO, IIOCKOJIBKY OBLIO
HeOoOXOZMMO, YTOOBI CEMbS JOCTUTAIA OTIPeeTeHHbIX
pasMepoB®2. B 70-x rozax B 3alaHbIX CTpaHaX HaMeTH-
JIUCh U3MEHEHUS B IPUHATUY PEITPOAYKTUBHBIX PEIIeHU.
[Tapsl, HaxXoAALMECA B TPYIIE PHUCKA M3-32 BEPOATHOCTU
3a00IeBaHMs TaJacCEMUEH, CTapaIiCh UMETh MEHbIIIEe
JieTel. A Te, y KOTOPBIX Y>Ke ObUT OZIH 3/[0POBBIN PeOEHOK,
00JIbIlle HE XOTENU UCIIBITHIBATD CyABOY. I110I0BUTOCTD
6osiblie He ObUTA B LIeHE. YBETMYMUBAIOIIASCS BEDKUBAE-
MOCTB OOJTBHOTO pebeHKa CTaHOBWIACH OpeMeHeM /I
CeMbH, KOTOpasi yTpauuBasia CTPYKTYPY U «arpapHbIes»
IIEHHOCTH B TOJIb3Y TMPOIecca MHAYCTPUATHU3ALINY, KaK
B ZiesibTe peku [1o, Tak u Ha Kumpe. 3aKoHOAATENBCTBO
TTOMEHSLJIO CBO€ OTHOIIIEHHE K TEPAITeBTUIECKOMY aOOPTY
Y pa3pelwio MPaKTUKY MIpeHaTaIbHOU AUAarHOCTUKU.
[Tocnennss, B CBOIO oyepe/ib, CMECTUIA OCh PETPOAYK-
TUBHOTO BEIOOPA B CTOPOHY JKEHIIUHBI U €€ PeIleHU.
deMUHUCTUYECKOE BUIEHHE TeHETUYECKOU MPOUIaKTH-
KM HaCTauBaeT Ha TOM, YTO MPeHaTaIbHas ANAarHOCTHKA,
MMIUTaHTAIMA SMOPUOHA, BEPOSITHBINM abOpT — BCE 3TO
KacaeTcs )KeHCKOT'0 TeJla, YTO OIPaBJbIBaeT aCMMETPUIO
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B BOIIPOCE PENPOAYKTUBHOTO BHIOOPA TMaphI B MOJIB3Y
pEeIIeHus, TPUHATOTO KEHIITUHOM.

Bce garie Hab/II0jaeTCsA OTKA3 OT ITAaCCUBHOTO U daTa-
JINCTUYECKOI'O OTHOIIEHUA K FreHeTUYeCcKUM 3a00JieBa-
HUAM. biarogapsa npepIMIUIaHTallMOHHOM JUarHOCTUKE
CTaJIO BO3MOXKHBIM POXKaTh 30POBBIX JleTeli. DTO coue-
TaHWe Pa3BUTHUA TEXHUKHU U COLMAIbHBIX U3MEHEeHUN
CII0coOCTBOBAJIO TIOTBITKAM «CO3/]aTh U/I€aIbHOT'O pe-
6eHKa». Jlaxke ecyi abCTparupoBaThCA OT MTO3UTUBHOM
eBreHUKH, HallpaBJIeHHOU Ha «yCOBepIIeHCTBOBAHUE»
YeJI0BEYECKOT'0 Po/ia, MaJIo KTO XOTeJT ObI TACCUBHO MPU-
HATH TIEPCIIEKTUBY POXKAEHUS OOJbHOTO WM HECYACTHO-
ro pebeHKa. B OTHOIIIEHUY TIOKOJIEHUST HALITHX I€TEH MBI
MepeluT OT Ccaydas K BeIOopy. Peub uzieT 06 OHOM U3
HanboJiee 3HAYUMBIX ITIPOPLIBOB, CBI3aHHBIX C IPOEKTOM
«['eHOM». BO3MOXXKHOCTH /I UHAVBUYaJIbHOTO BBIOOpA
MHOT'OKPaTHO BBIPOC/IX, KOJUIEKTUBHAA dTHUKA IIPOTHU-
BOCTOUT peasbHOCTH, KOTOpas ellle Mapy AeCATUIETUN
Ha3aj MpeJCcTaB/sIach 4eM-TO U3 00J1acTU HayYHOMH
baHTaCTUKU.

Ecau ¢ uHAUBUAYaTbHOM TOYKU 3PEHUA MOXHO II0-
HATH BBIOOP poAuTesiell He nepesaBaTh pebeHKy Jaxe
sierkyto popmy 3aboeBaHuA, TO C KOJUIEKTUBHOM TOUKU
3peHus BCTaeT BOIPOC, T0/KHO JIY 00I1IeCTBO TPOBOAUTD
IIPOTrpaMMBbI 10 TPOUIAKTHKE JIETKUX 3a00eBaHUHI
(unu «ABIeHUW»), TAXKECTbh KOTOPBIX TOYHO He oIpe-
JileieHa, Wiu Jaxke TpoQIIaKTUKY «paKTOPOB pHCKa»?
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Hanpumep, MBI MOIIH GBI IIPeATIOYeCThb He IlepejaBaTh
pebeHKY TeH, MTOBBIIAIINH TPeApaCIIONoKeHHOCTh K
paky I'pyJy WM KUIIeYHUKa®®, Tak e KaK U He Iepezia-
BaThb I'eHbI, KOTOPBIE MOTYT CIIOCOOCTBOBATH IOSIBJIEHUIO
MICUXWYECKOT'0 PAaCcCTPOMCTBA, ¥, KOHEYHO, UMeS BO3-
MOXHOCTB BBIOHIPaTh, MBI IIPEANIOWIN OB UMeTh pebeHKa
6e3 pricKa pa3BUTHA y Hero AuabeTa WiIK cepedHo-Co-
CyAUCTHIX 3a00meBaHuil. CTAaHOBUTCS BO3MOXKHBIM He
TOJIBKO IIpeynpex/aTh Taxenoe 3abonreBaHue, HO U
He IepeZilaBaTh TeHeTUYecKue IIPU3HaKy, JajleKue OT
00IIeTPU3HAHHOTO TIOHATHS TXKENOTro 3ab0IeBaHus.
O611ecTBO MPU3BAHO PEIIUTh, JOKHA JIU NToA00Has
IepCreKTUBa KOHTPOJIUPOBATHCA TOJIUTUKOM CHUCTEMBI
3/I[paBOOXpAaHEHNs, WIN OHA ZI0JDKHA OBITH IMyIieHa Ha
caMOTeK C HepaBHBIM COOTHOIIIEHHEM CIIpoca U Ipej-
JIOXKEeHUsA, KOTOPOe Co3/laeTcs ceifyac, yunThIBas MHTEH-
CUBHOE Ipe/JIo’KEHNE TeHETUYECKUX TECTOB YaCTHBIMU
naboparopuamu. O6IIecTBO IPU3BAHO PEIIUTh TaKXKe,
HACKOJIbKO MOA/IeP>KUBATh WIU CTUMY/IMPOBATh UHAU-
BH/ZIa B ero BeIOOpe, MpU3HaBas, OHAKO, 3TOT BIOOD
HEIPUKOCHOBEHHBIM.

CywwecTByeT 11 reHeTU4ecKum
LeTepMUHU3M?

MOo>XHO yTBepKAaTh, YTO UMEETCs COI[UAIbHOE 0I00pe-
HUe BO3MOXXHOCTU IIpeAyIIpeX/aTh TAXeIeHIre reHe-
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TUYeCKHe 3a00JIeBaHUA, BIEKYIUe OBICTPYIO CMEPTb,
Jlearolye JIo/lell MHBAIUJaMU U He UMeloIye jede-
Hus. [loATBep)KAeHUEM TOMY MOTYT BBICTYIIAaTh PEKO-
MeHauuu BeceMupHo opranu3aiiu 3ZipaBooXpaHeHus
0 HeOOXOZUMOCTH IIPUMeHEHUA OOIUHHON TeHeTUKHI
TaK)Ke U B CTPaHaX C OrpaHUYeHHBIMU pecypcamu. Ho
CeroJHs Mbl 3Ha€M, YTO MOHOTeHHbIe 3a00IeBaHy,
CYUTABIIVMECS HEM3MEHHO TSIKEJNBIMU, Ha CAMOM Jiee
He BCer/la TAKOBBIMU ABJAIOTCA. B MeauIIHe JeTepMuU-
HU3M CUUTAETCA HaydyHBbIM 3HaueHueM. Kioz BepHap
TaK YTBEP:K/Jjal B CBOel KHUTe «BBeseHrEe K U3y4YeHUTO
SKCIIepPUMEHTANbHOU MEeAUIUHBI», CTAaBIIEH KJIacCH-
KOUM MeAMITMHCKOT0 3HaHUA. [loHATHEe MoJIeKyIApHOU
MaTOJIOTUU ABJISETCA CTPOTO AeTEPMUHUCTCKUM, OHO
MTO3BOJIWJIO TIOHATH MeXaHU3M, 6yiarogaps KOTOPOMY
pa3BuBaioTcs 6ose3Hu. Bose3HU reMOTIIOOMHA TTPO-
BOI[UPYIOTCS €ro aHOMaJIbHOM CTPYKTYpOM, KoTopas,
B CBOIO OYepe/b, 3aBUCUT OT TeHETUYECKUX MyTallui.
[eHeTHYeCKU eTEePMUHU3M pacUIUpsIET IEePCIEKTURY,
MTOCKOJIBKY XOUeT IpeIBU/IeTh, OCHOBHIBAsACH HA TeHETH-
YeCKOU MyTalluu, TSKECTh BBI3BIBAEMOTO €10 3abosieBa-
HuA. Ho aT0 He Bcerga npocrto. ['eHeTndeckuii gedpext
MOXKET OBITH HEOOXOAMMBIM, YTOOBI CIIPOBOIIMPOBATH
60J1e3Hb, HO YaCTO 3TOT'0 HeZIoCTaTOYHO. [eHeTHUecKue
HCCIeIOBaHUSA TIOAPOOHO MPOAEMOHCTPUPOBAIH, UTO,
HEeCMOTPs Ha OZIMHAKOBbIE MyTaIlU Y HOCUTENEH, caMu
60JIe3HU TTOTOM IIPOSIBJIAIOTCS C COBEPIIEHHO pa3HOMU
WHTEeHCUBHOCTbHIO%.
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[Iporpamma «/lop Memapum», 0 KOTOPOii MBI yKe
TOBOPWIH, paclIypuia CBOM IepBoOHavYaaIbHbIN UHTEPeC
c 6ose3nu Tess — Cakca Ha pAJ APYTUX NATOJOTUM, HO
BMeCTe C TEM OHa U IOCTaBWJa OrpaHUYeHUe, yCTa-
HOBUB, YTO TECTHPOBAHUE HA BBIABJIEHUE HOCUTES
OyZeT TPOBOAUTHCA TOJTBKO B OTHOIIEHUM OYEHb TH-
JKEJTBIX ¥ CMEPTENbHBIX 3a00/IeBaHUM, JIeUeHUs KOTO-
PBIX He cyllecTByeT. TeM He MeHee, Ccay4dail 601e3Hn
To1e mpeicTaBIsieT TOBOPOTHYIO TOYKY B OIIEHKE ITPO-
rpaMM reHeTU4YeCKOU MpoduaakTUuKu. Ota 60Ie3Hb
TOXXE OYEHb YaCTO BCTPEUYAETCs Y eBpeeB-allKeHa30B,
MMO3TOMY OHa BKJIIOYeHa B «[IlepeyeHb alllKeHA30B»
(«Ashkenazi pannel»). CornacHo pacuetram, 60€3Hb
mopakaeT UX B IeCATH pa3 yalle, YeM IpeCTaBuTeIen
JPYTUX HApOJOB. U Bce e TeHeTUYEeCKUH IeTepPMUHU3M
B ciy4dae ¢ 6ose3HbI0 ollle 0YeHb He3HAYUTENEeH.
Bose3Hb MOXeT UMeTh pa3auyHble GOPMBI, OJHU —
TsKeJIble C IeTCTBA, Apyrue oOHapyKUBAIOTCA OYEHD
mo37HO. ['eH U3BeCTeH, U3BECTHHI pa3IMYHble MyTal1H,
poBoLUpYIolIye 3aboeBaHue, HO, KaK U B CIy4ae C
MYKOBHUCIIMZI0O30M, @ MOXKET OBITh U 4allle, IIPU OJJ1Ha-
KOBBIX MYTaIUsAX KIMHUYECKHE KAPTUHBI MOTYT OBITh
COBEpIIEHHO Pa3HBIMU. JIeiCTBUTEIbHO, HEKOTOPBIE
JI0aU 0OHAPYKUIU, YTO OHU OOJIbHBI, KOT/Ia MPOLLTU
TeCTUPOBaHUe UCKIIOYUTENbHO U3 CTpaxa, YTO OHU AB-
JITIOTCA HOCUTEIAMU, BO3MOXKHO, TIOTOMY, YTO O0JIe3Hb
ObLTa AMArHOCTUPOBAHA ¥ KOT'O-TO U3 UX WIEHOB CEMbH.
K aTomy n06aBisieTCs BO3MOXKHOCTb JIEUEHUS B CIydae
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MOSIBJIEHUSA CUMIITOMOB, IIYCTh ZiaXKe IIPHU CTOUMOCTH
6osee 100 000 eBpo B roz B Utamuu. Takum ob6paszom,
6opbba c 6ose3HbIO ['0lIIe — 3TO HEYTO CpefiHEe MeXK-
2y BO3MOXXHOCTBIO TPOPUIAKTUKYU, BO3MOKHOCTHIO
JledeHUs U Ipe/cKa3aTeJlbHOU HETOYHOCTHIO reHe-
TUYECKOTO TecTa. [Io BceM 3TUM MPUYUHAM CUCTEMBI
3/[paBOOXpaHeHus pa3HBIX CTpaH, HanpuMmep Kanazwl
u VI3pawisa, KOHEYHO, 3aNHTEPEeCOBAHBI U BBICTYIIAIOT
IIPOTHUB BO3MOXXHOCTH PaCCEAHHOTO reHETUYECKOT0
CKPUHMHTA JJI TTOMCKAa HOCUTeNIel B paMKax Ipo-
rpaMMBbl CUCTEMBI 3/[paBooxpaHeHud. TecT, ofHAKO,
mpe/JiaraeTcs YacTHBIMU J1ab0opaTopUusiMH 3a IUIaTy,
¥ BBIOOp ocTaeTcs 3a UHAMBUAYYMOM. VccieoBaHue
nap-HOCUTeJIeH IT0Ka3aslo, YTO JOCTATOYHO ITPeJIOKUTD
TEeCT, YTOOBI CTUMY/IUPOBATD €r'0 UCIIONb30BaHUE, JaKe
€CJIV OKCIIePTHI 3TOr'0 He peKOMeHyI0T. Ho ecyiu 3aTeM
reHeTHU4YecKas KOHCYJbTallusd IPOBOAUTCA CIleljya-
JIUCTOM IIO JaHHOMY 3a060JI€eBaHUIO, TO PEAKO Maphl
BBIOMpPAIOT abOPT; Takoe pelleHue MOXKeT OBITh ITPU-
HATO TOJIBKO B CJIy4ae, KOIZla COBEPIIEHHO OYEBUHO
peABUANTCS TsDKenasa popMma 3aboneBanua® . Cryyait
6ose3Hu T'olre MOKHO PacIpOCTPaHUTh HA MYKOBHUC-
1uz03. Kak MBI yKe BUZieu, KOr/ja-ToO CYUTANIOCh, YTO
3TO 3ab0sIeBaHMe BeZleT K ITpeXJAeBpeEMeHHOU CMEPTH.
CeroZiHA MBI 3HaeM, YTO BBIABJISIETCS MHOTO CJIyYaeB
nerkoit popmel 3aboseBaHus, U NepCleKTHUBa J0IToN
POZO/DKUTENBHOCTH ¥ IPUEMIEMOT'O KaueCTBa XKU3HU
He ABJIAeTCA UCKItoYeHneM. TakuM o6pa3om, mpobiie-
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Ma reHeTU4€CKOro TeCTa HE MOXKET paCCMaTpMUBaTbCA
B OTPBIBE OT BOIIPOCA BBICOKOI'O Ka4€CTBa reHeTHYeCKOM
KOHCYJIbTall!.

Pea/bHOCTDb OCJIOXKHSAETCS, €CJIM BMECTO OoJie3Hel
MBI IOTOBOPUM O F'€HETHUYECKOM PHUCKE WU TPej-
PACIIOI0KEHHOCTU. SIpKMM MIPUMEPOM MOXKET CTaTh
pacTyllee BHUMaHWe K HacJeJCTBEHHOU mepezaye
reHEeTUYECKUX MyTallhi, KOTOpbIE TIpeApacloiaraioT
K Pa3BUTHIO 3JI0KaYEeCTBEHHHIX OIyxojei. CorimacHo
nHbopMaInuu ¢ caita HanimoHaibHOTO UHCTUTYTA
oukosioruu (National Cancer Institute®®), 6sU10 UAEH-
TUGUITPOBaHO 60jiee 50 TUIIOB HaCIeACTBEHHBIX 3a-
6oJ1eBaHUM, XapaKTEPU3YIOIIUXCS 37T0KaYeCTBEHHBIMU
OTMYXOJIAMH. B OOJIBIIMHCTBE CIy4YaeB OHU BBI3BAHBI
BBICOKOIIPOHUKAOIUMU MyTaIUAMH, TIePeAarOIIUMUCS
10 ayTOCOMHO-IOMHUHAHTHOMY THUITy HaCJIeZIOBAHUS, TO
€CTb OT OZIHOTO JIUIITb POJUTEJIS, C BHICOKO¥ BEPOSITHO-
CTBIO CIIPOBOIIMPOBATH 3aboieBaHue. /7T MHOTUX U3
3THUX 3a00/IeBaHUH CYIIECTBYIOT TeHETUYECKUE TECTHI,
KOTOPBbIe MOTYT UAeHTUPUIIMPOBATh TAKOU PUCK. DTO
He 03HaYaeT, YTO HaJIWYKe MyTalliy HEITOCPeICTBEHHO
SIBJIAETCS MPUYUHOM 3a00/IeBaHUSA, OHO JIUIIb CITOCO0-
CTBYET 3TOMY. B HEKOTOPBIX CTpaHax reHeTUYECKUMN
TECT /JIJIsTI HEKOTOPHIX BU/IOB OIyXoJiel (Hampumep,
OITyXOJIb TPYZIHOM KeJie3bl UM HEKOTOPhIE OIyXOJIU
KUIIIeYHUKA) HaYWMHAEeT BKJIIOYAThCSI B IPOTrPaMMBbI
006IIIeCTBEHHOTO 3/[paBOOXPaHEHUs C KOHKPETHBIM
HaMepeHUeM UAeHTUUKAIIUU ceEMel, OTHOCIIUXCS
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K IpyTIIIE PUCKA, U IPeJIOKEHUA BO3MOXXHOCTY paHHEe!
JVATHOCTUKY WU TPOUIAKTUKUA. DTOT OIBIT HAXO-
JVTCA ellle B HadaibHOM dase. Ero unTerpanus B npo-
rpaMMBbI OOIIIECTBEHHOTO 3/IpaBOOXpaHeHUs Tpebyer,
9TOOBI MUHUCTEPCTBA 3/[paBOOXPAHEHUS TTPOAYMAaU
CII0cOOBI ero MpUMeHeHUs U pe3y/ibTaThl. Kak BBIABUTH
CEMBbHU, OTHOCAIIYECA K I'pyIIe pyucka? Kak npezgocra-
BUTH UHPOPMAI[HIO, HO HE CIIPOBOI[MPOBATH BOJTHEHU
u ctpaxu? Kak «006y4uTs rpamoTe» CEMbU I10 BOIIPOCY
MOHMMaHUA reHeTUKU omnyxonei? Kak o6bACHUTH
CYTb PUCKa WA BO3MOXXHOCTU? KaKyro KOHCYIbTaLluIo
OKa3aTh B CcIydae IPUHATHUA PellleHUA O IIPOAODKEHU N
poza? A TakKe Kak cZiesaTh JOCTYIIHOU YCIyTy FeHeTH-
YeCKOU MpOPUIAKTUKH paKa?

JinbepanusnpoBatb BbIOOP?

[TporpaMmMa reHOMHUKH B 00OII[eCTBEHHOM 3/IpaBOOXpa-
HeHUHU MoTpeboBasa O6bl, Kak MBI Y)Ke YOeaWINCh, psiaa
CTpaTernyecKyx IIaroB ¥ HeMaJlblX MHBeCTUIMH. [1pu
3TOM ee IIPeNMYIIeCTBOM ObLia Obl 3aIUTa UHAUBUAYY-
Ma. VIMeHHO 110 TpUYKMHE TeHeTUYeCKol 6e3rpaMOTHO-
CTH, CJIOXKHOCTU OO'BSICHEHUS IIOHITHS PUCKA, HEOTIpe-
ZIeJIEHHOCTU OTBETOB M'€HETUKOB U HE CTOIPOIEHTHOMN
TOYHOCTH TeHETUYECKHX TECTOB TOT, KTO JKeJIaeT IOJTy-
YUTb YETKHE OTBETHI, MOXKET OKa3aThCs B OU€Hb 3aTPY-
HUTEJIHHOM IOJIOXKeHUU. Vaes tubepaibHON reHETUKU
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moZpasyMeBaeT MIPaBo KaXXZ0oro 3HATh COOCTBEHHBIHN
Tre€HOM U JleJIaTh CaMOCTOATENIbHBIN PENPOAYKTUBHBIN
BbIOOD. Ecitu cricTeMa 3/ipaBooxXpaHeHus UMeeT YeTKIe
OrpaHMYeHUA B IPe/JIOKEHUU YCIyTH BCeMy Hace/leHUIO,
TO CBOOOJHOE IPOCTPAHCTBO Oy/IeT 3aHATO yCIyraMu
YyacTHOTro xapakTepa. [IpaMoe npeziokeHUe reHeTH-
YeCKUX TeCTOB IOJHUMAaeT psAJ MpobyieM U MPOTHUBO-
CTOUT HAy4YHBIM COOOIIeCTBaM, KOTOPbIe 00eCIIOKOEHbI
HaUBHBIMU BOIIPOCAMU U IUIOXUM UHGOPMUPOBaHUEM
MalMeHTOB U BO3MOKHOCTBIO ITpeIoCTaBIeHUA HEOJHO-
3HAYHBIX OTBETOB. 3al1Ta NallMeHTa — 3TO HEOOXOAU-
MOCTb. Ho OTHBIHE MBI CTa/IKMBaeMCcs C KOMMEPUYECKUM
Ipe/yioKeHWeM, paclpoCTPaHeHHBIM 110 TEPPUTOPUN
Y yepe3 MHTepHeT-caiTel. OHO MOCTYIIAaeT HaNpsAMYIO K
MOTeHI[MaIbHOMY NAIIeHTY, 00ellias olpe/Ie/IuTh ero re-
HeTHUYeCKUI PUCK IIpe/IpacioNoXXeHHOCTH K OllpeZiesieH-
HBIM MOHOT€HHBIM 3200/IeBaHUAM: JUA0ETY, O:KUPEHHUIO
WJIU TICUXWYeCKUM paccTpoiicTBaM. Crelyaau3upoBaH-
Hble TabOpaTOpuH, OCHAIlleHHbIe HOBEHIINM 060pyZ0-
BaHMEM, UMEIOT BO3MOXXHOCTb PacChlIaTh MPOOMPKU
27151 coopa 06pas1ioB KPOBU WU CJIIOHBI, C KOTOPBIMU
BIIOCJIE/ICTBUM IIPOBOZAT CJIOXKHBIE TeHeTHYeCcKre Hcce-
J0BaHMA. BOT KaKO¥ BBIPHCOBBIBAETCS 3TA HAKJIOHHAA
Y CKOJIb3Kas IUIOCKOCTb, I7le COIIMaMbHbIN BOIIPOC reHe-
THUKHU Ha4MHaeT IpruobpeTaTh TPeBOXHYIO dopMy. MbI
Havaju C TajacCeMUU, MBI ycTpaHWIU 6ose3nb Ted —
Cakca, B HacTrosllee BpeMs paboTaloT IPOrpaMMBI 0
60pbbe ¢ MyKOBUCITHI030M, CO CIMTHATIBHOMN MBIIIEYHOU
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arpoduerii. Mbl pa3paboTasu MPOrpaMMBbI IO TIOUCKY
HOcHUTesIel Haubosiee peJKUX 3aboeBaHUM, OTpaHU-
YeHHBIX MaJIOYMCIEHHBIMHU TrpynmnaMu. Ho Terepb Ham
mpeziaraoT o0Iye reHeTUYeCKUe TECTHI, T/ie, C OAHOMN
CTOPOHHI, MIpecyiefiyeTcss KOMMePYECKUN UHTepeC, a C
ZPYTOM — MBI BUZWM JIIOJieH, KOTOpble He 00IaZlatoT
JI0OCTaTOYHBIM YPOBHEM 3HAHUM, YTOOBI TOHATD PE3YJIb-
TaT TecTa.

[Tpu nmoceueHNY HEKOTOPBIX CAWTOB, HaIpUMeD,
23andMe wiu genePlanet, MO’XKHO 3aMeTHUTb, YTO MPe/-
JlaraeMbIX I'eHeTUYECKUX TeCTOB OYe€Hb MHOT'O, U OHU
HallpaBJIEeHbl He TOJBKO Ha TsKesble 3a00eBaHUs.
VHTepecHa HefaBHAA uctopuda 23andMe, korza aTa op-
raHu3alys BEIHYK/JeHa Obla TPEKPATUTD MPEJIOKEHUE
TECTOB [10CJIE TIOJIYYEHUA IIPEAIINCaHUA aMEPUKAHCKOTO
JlerlapTaMeHTa 3/[paBOOXpaHeHus, KOTOPBIN peuIni
IIPOBEPUTH KaueCTBO OTBETOB U MHGOpPMAIUU, IIpeZio-
CTaBJIIEMBIX JIJAOOPATOPUAMU JIFOAM, TTPHUCHUTIABIIUM
cBoro /THK Ha aHaiu3. OTa UCTOPUA BEIBOJAUT Ha MEPBBIU
IUTaH MpoOIeMy IPSIMOTO TIPeAIOKeH s TyOIuKe aua-
THOCTUYECKUX WIU MEAULMHCKUX FTeHeTUYECKUX TECTOB,
MpeAJIoXKeHUs, He «PUIbTPpyeMble» TeHeTUKaMU WU
MeJUKaMU, CITOCOOHBIMU OLIEHUTDb Ha/Ie’KHOCTh CaiTa,
aHaJIU30B, a IVIaBHOE, KOPPEKTHOCTb WHTEePIIpeTaluu
pe3yJIbTaTOB.

31ech MOXKHO BO3pa3uThb, 4YTO TECT HA BBIABJIECHHE
HOCHUTEIA HE UMEET IPpAMOIro MEANTTHHCKOI'O BCI)CIDGK-
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Ta, MMOCKOJIBKY OH BBHITIOJTHAETCA He JI AUarHOCTUKU
3aboseBaHusdA, a JUIIb JAJ TOT'0, YTOOBI YE€JIOBEK MOT
y3HaTh O PUCKe ero nepeiadyu CBOUM JeTAM. 3HaHUe
cobctBeHHoM JJHK — 3TO MHAMBUAYaIbHOE TIPaBO,
1 001IleCTBEHHbIE MHTEPECHI HE 0/DKHBI CO3/]aBaTh €MY
npenAaTcTBUi. Kpainsas mnbepanusarysa reHeTU4ecKoro
TecTa IpeAycMaTpUBaeT JoBepUTeNbHbIE OTHOLIEHUA
MEXAY ABYMS CTOPOHAMU, IIPU 3TOM JUYHOCTh UMEeT
TIOJTHYIO CBOOO/Y BBIOOpA TaKOW reHETUIECKOH KOHCYJTh-
Tall¥, KOTOPYIO OH 3aX04eT MOJyYUTh®. YuuThiBasd,
YTO 3TO YK€ BO3MOXKHO, OGy1aroZiaps CyuieCTBOBaHUIO
pPa3BEeTBJIEHHOU 0 BCEMY MHUPY CETH JabopaTopuid,
CIIOCOOHBIX BBITIOJTHUTD 3TU TECTHI ¢ 0Opa3iiaMu, BbI-
CJIaHHBIMU I10 1IOYTe, PerylaMeHTHPOBaHKe IIpe/CTaB-
JiAeTcA CIOKHOM 3azavei. [ljnd 3amiuThl UHAUBHAA
«00IIeCTBO» OJDKHO MpeAIaraTh JUIIb YCIyTy bosee
BBICOKOT'O KauecTBa. M TyT MBI Bo3BpaujaeMcs K Ipo-
6yleMe CTOUMOCTH.

CyuiecTByeT N1 cBOOOAHBIN BbIOOP?

[loHATHE TeHeTU3alUuu OBLIO BBEAEHO COLMAIbHOMN
HccaesoBaTenbHUIel D60u JIMNnMaH s OIIUCAHUS
MeXaHW3MOB B3aHMMOZIEMCTBUS MeXAYy HayKOU U 00-
IIeCTBOM, MEeIULIMHON U reHeTHUKOM, Ha OCHOBE TpPY-
ZoB Miinya o MeguKanusanuy U 3014 O ATPOreHUU.
3HaueHMUe 3TOTO TEPMHHA, B CYIIIHOCTU, HETaTUBHOE
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1 0603HaYaeT pacTyIyo TeHAEHIINI0 00BACHUTD 60-
JIe3HU, TIOBeJleHue Wik GU3U0JIOTUYECKYI0 Pa3HUILY,
OCHOBBIBAsICh Ha TeHETHKE.

[To MHEHMIO JBYX TOJUIAH/ACKUX HCCaegoBaTenein”’,
MIPOIIECC TeHEeTU3aluU MOXKET OBITh M3y4YeH Ha Pa3HBIX
ypoBHsX. C KOHIENTyaIbHOM TOYKY 3peHU — BBIPAXKAACh
TepMUHAMU T€HETUKHU /U1 OIpeieJIeHUs MEAUITMHCKIX
mpobsieM; ¢ OpraHMU3alMOHHON TOYKHU 3peHUsA — KOr7ia
CTAaHOBUTCS HEOOXOAVMBIM CIEIUATbHOE TEXHUIECKOE
3HaHUE; C KYJIbTYPHOU TOYKHU 3peHUs — KOT/la 3HAaHHE U
TEXHOJIOTUSA FTeHETUKU IIPUBO/SAT K U3MEeHEHUAM B UH/IU-
BU/IyaJIbHOM U COI[MJIbHOM IIOZIXOZie K BOIIPOCY Perpo-
QYKTUBHOCTHU Y TPOGWIAKTUKU. HaKOHEIT, 3TO MIOHATHE
HUMeeT Takke U prnocodckoe 3HaUeHe — KOT/ZIA U3 HEro
cyleflyeT olpezieieHHOe BH/IeHNe YyeloBeuecKol uzieH-
TUYHOCTH, MEXJIUYHOCTHBIX OTHOIIIEHUH U UHANUBULY-
aJIbHOM OTBETCTBEHHOCTH. /[Ba McC/ie[oBaTeNsA XKeCTKO
KPUTHKOBAJI OIIBIT OOpLOBI ¢ Tasmaccemuel Ha Kurpe.
HecMoTpsi Ha 3asIB/IEHHYO 11€JTh [TO3BOJIUTD ITapaM CaMUM
JleJIaTh CBOU PENPOAYKTUBHBIN BEIOOD, KAMIIAHUS, TI0 UX
MHEHUIO, ObUIa MaHUITYIATUBHOM, TTaTEPHAIUCTCKON U
abcomoTHO KiIekmsAmel. KTo mocuuTasn Obl cebst BiipaBe
MIPOU3BOAUTH ITOTOMCTBO, He MPOUS TECTUPOBAHUE,
MoJ TaKOM yparaHHOM IpomaraHzol 3a ycTpaHeHue
Tasaccemuu? [Ipumep ¢ TamacceMuel ObLI Mapajur-
MaTHU4YeCKUM. JIUIIb KAXKETCsA, YTO MOJE/b COITUATbHOM
TeHOMUKH MOXKET CIIOCOOCTBOBATh CBOOOJHOMY BBIOODY,
Ha CaMOM e /ieJie OHa CKPBIBAeT COIMAIbHYIO ITPeB3s-
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ToCTh. OBIIECTBO YKe PEIIMIO YKPEIUTh U ITOJ/IePXKaTh
BBIOOP B ITOJIB3Y ITpEPhIBaHMs OepeMeHHOCTH, pa3paboTan
IPOrpaMMy TeHeTU4eCKOTO HHPOPMHUPOBaHUA/ TIPOPU-
JIAKTUKY, «MHAUBUAYIbHBIN BEIOOP» ObLI WILTIO3UEH.
OTBeTCTBEHHOCTb OKOHYATETBHOTO BEIOOPA JIOXKUTCA Ha
VHAWBU/yYMa WIH, TOBOPS APYTUMHU CJIOBAaMU, UHAUBU-
ZIyyMy OCTaeTCs JIUIIb OTBETCTBEHHOCTh OKOHYATETHHOTO
BBIOOPA. ABTOPHI TOBOPSIT O «CBOOOHOM BBIOOpE B MM-
MepaTUBHOM KOHTeKCTe». KOHEYHO, roCmo/CTBYIOIas
KyJIbTypa UTPaeT CBOIO POJIb, 8 KOHIEMINA, IPUHATAA
CHCTEMOM 3/[paBOOXPAHEHN!, CIOCOOHA BHYIIUTH YyBCTBO
BUHBI JIIOO0OMY, KTO C Hell He comtaceH. Eciu mpouuTaTh
yKas3bl, BHIIIE/IINE B UCJIAaMCKUX CTPaHaX, TO MOXXHO
cZieslaTh BBIBOJ, YTO HA CAMOM Jlejie KOHEYHOH LIebI0
ABJIAETCS UMIUIMIIUTHOE KJIeHMeHre TeX, KTO He XOUeT
y4acTBOBATh B J06PAaYHOM TECTUPOBAHUU. [eHEeTUIeCKIi
TECT CTAHOBUTCS «MOPaJIbHO» 00s13aTeTbHBIM. Pedb 1zieT o
pacIpocTpaHeHUH Ha Bce OOIIECTBO STUYECKOU MePCITeK-
TUBHI «Jlop MemapumMa», KpUTUKyeMO MeUIHCKUM
coirosioroM ABuazioM Pariem.

KTo pewaet?

Ha 4yeM [j0/DKe€H OCHOBBIBAaTbCA COLIMAIBbHBIN MHTEpEC
JUIA yCTpaHEeHUsA peKUX 3aboeBaHuii? JJaHHBIN BOIIPOC
JIOJDKeH OBITh YUCTO SKOHOMUYecKuM? Ko perraet? Mmu
Jydine, KakoB MexaHu3M GOpMUPOBaHUA COTIACUA?
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KTo r1aBHBIe ZIeHICTBYIOIIYE JIUIIA WU Te, KOTO CErOfHA
HasbBatoT stakeholders (aHII. — 3aMHTEpEeCOBaHHbBIE
yuna. — Ipumeu. nep.), CTOPOHBI, KOTOPbIE MOTJIN OBI
MMeTb UHTepec? KaxkeTcs, 9YTO B 3amaZHBIX CTpaHax
BBIOOP TepesiaH OM03TUYECKMM KOMHUTeTaM. broaTrka
crasna rnpodeccuei, HayYHO-PeTUTH03HO-GHUI0CODCKOM
JVICTIUIUIMHON. ITOMUMO KOHCY/IbTAIIUH 110 OMO3THKE,
JIIOZIA TIPOCSAT TaKXKe BBICKA3aThCsA Ha IIPeJMeT BeIOOpa
’KU3HH, CMEPTHU U IPOZA0/LKeHus poga. Ho Heo6xoanMo
PaCUIMPUTH COIUATBHBIN CIIOp. DTHUKA HE MOXET OBITh
JIOCTOSTHHEM CIelIMaTu3uPOBAHHBIX KOMUTETOB. OcCo-
OeHHO B aHIVIOCAKCOHCKUX CTPaHaX, IZie UAyT OypHbIe
Zie6aThl Ha 3Ty TEMY, KaK CBU/IETETbCTBYIOT MHOT'OYHC-
JIEHHBIE HeCTIelINaTN3uPOBAHHbIE, WIY TaK Ha3bIBaeMbIe
HOMYJIAPHBIE, MyOMuKayy. Ha caMoM zieie OHU HU4Yero
He TOMYyJIAPU3UPYIOT, 60jIee TOro, UMEHHO OHU IIpeJ-
CTaBJIAIOT KYJAbTYPHYIO MaTePHIO, HA OCHOBE KOTOPOM
MIOTOM TOSIBJISTIOTCSI MHEHUS «OHMO3TUKOB».

06uiecTBo 1 rpaxaaHe

MBI y2Ke paccMaTpUBaIX IPUYHHEI, TT0 KOTOPBIM 00111e-
CTBO B cBOeM Haubosiee obIleM BUe MOIJIO OBl OBITH
3aMHTEepPECOBAaHHBIM B COKpAIlleHUH YaCTOTHI BCTpe-
YaeMOCTH r'eHeTUYeCKUX 3a00IeBaHUH. DTO IPUYNHBI
SKOHOMMYECKOT'0 U 9TUYECKOTO MOpsAAKa. DKOHOMUYe-
CKasi TOYKa 3peHUsI CIMIIKOM ITPOCTa U IIPSIMOJTMHENHA,
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6oJiee CI0KHOM OHa MOIVIa ObI OBITH JIUIIL B OTHOIIIEHUH
SKOHOMUH JleHeT. DTUYECKUI BOTIPOC He MOXKET OBITh
peliieH 6e3 pacCMOTpeHUsI IIPO6IEMbI COCYIECTBOBAHUS
B COBPEMEHHOM I'OCY/ZIapCTBE Pa3JIUYHbBIX STUK.

Ho BBIOOp COIMAIBHOTO 3paBOOXPAHEHUS 3aBUCUT
elle ¥ OT BpeMeHH OCYILECTBIEHNUA OTUTUKHY, IIPe/ICKa-
3yeMo 6e3pa3INyHOM, ecii OHa He CTUMY/INpYeTCs 3auH-
TepecoOBaHHBIMU CTOPOHAMU. YKe JaBHO B HEKOTOPBIX
CTpaHax IIPOBOAATCA SKCIIEPUMEHTHI 110 IPUBJIEYEHUIO
K pelIeHusAM IPak/iaH Mo MPUHIUIY CyZa MPUCTKHBIX,
obpasoBanHoro o mozenu Citizens Jury Handbook*9!.
[TpeAnpUHUMAIOTCA MOMBITKU JOCTUYb GOPMBI, IPU
KOTOPOM BO3MOXXHO OyZleT IPUHUMATh PeLIeHNs BOTIPO-
COB, UMEIIIHUX TEXHUIECKYIO 6a3y, HO II0 KOTOPBIM BCe
ZIOJDKHBI OBITH ITPU3BAHBI K BBIHECEHUIO BepANKTa. B Ta-
JIMY OZlHA TPYIIIa UccaefoBaTeell poBesa MOX0XUN
9KCIIepYMEHT UMEHHO Ha TeMY IO PXKKHU ITPOrPaMMBbI
CKPUHUHTA Ha BbIABJIEHNE HOCUTEIIA MyKOBUCIN03a%%.
OTTasKUBasACh OT OTIBITA BeHeTo, KOTOPHIH IIOKa3aJl, 9To
Tpe/IJIO’KEHNE TeCTa HAXOAUT CYIECTBEHHYIO IOJJIEPIKKY
Ha TEpPUTOPUH 3TOTO PErruoHa, rpakJaHCKOe JKIOPH,
M3HAYaJIbHO HE MMeIoIlee ClIelNaTbHBIX TEXHUYECKUX
3HAHUM, a JINIIb MOTyYuBIlee HHOPMAIUIO O 6oses-
HU U O BO3MOXXHOCTSIX ee IIpeJOTBPAIlleHNs, BEIHECIO
pellleHNe B M0JIb3y COLIMATbHOTO BMelllaTeIbCTBA I

* CHpaBO‘-IHI/IK AJIA YWIECHOB CyJa IMPpUCAXKHbBIX.
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pacnpocTpaHeHusa Tecta. HackolbKO MHe U3BECTHO,
pedb UZleT O IepPBOU MOMBITKE UCIIONb30BAHUSA STOMU
bOpMBI IeMOKPATUX B IPUHATUU PEIeHUs 10 TIOBOLY
reHeTUYeCKOTO TecTa. DKCIIEPUMEHT, TPOBeleHHbIN
B HECKOJIbKUX ropoziax MTanuu, mpogosKaeTcs, U ero
pe3ysnbTaThl, 6€3 COMHEHUS, PACIIUPAIOT STUYECKUN
TOPU30HT 'eHeTUYEeCKOI'o BOIIpOca.

BonbHble n accouunaumnm

BosbHBIE MMEIOT HelloCpe/ICTBEHHBIN MHTEPeC B JIeUeHUN
cobcTBeHHOr0 3a60eBaHuA. OHU MOTYT CChLIAThCA Ha
OTIBIT IPYTHX, ABJIAIOIINICA pe3yIbTaTOM JINYHBIX OXKU-
JaHUM, TsOKeCTH 3a00/IeBaHUs, ero IICUX0JIOTMYeCKUX U
O10IOTNYeCKUX 0COOEHHOCTEH, a TaKKe BEPOHUCIIOBE/Ia-
HUA. Acconraniuy G0JIbHBIX ABIAIOTCA «[eHEeTHYeCKUM
Co0011eCTBOM>, BRIPAXKAsACh TEPMUHAMU COBPEMEHHBIX
COIIMIOJIOTOB B 06JIACTH MEJUIIMHEL. B Pa3BUTHIX CTpaHAX
OHM UrpaloT QpyHJaMeHTaIbHYyIO0 POJIb B IPHUBJIEYEHUN
BHUMAaHWU, B OPUEHTALINN HAyYHBIX UCCIeZI0BAaHUM, BO
BJIUAHUU Ha MOJUTUYECKYIO BIaCTh, YaCTO JOCTUTASA
BecbMa OLIYTHUMBIX Pe3y/lbTaToB. Bee acconuanuy, 4pu
CaUTHI A ocelnan, ”HPOPMUPYIOT O ZOCTYITHOCTH TECTA
Ha BBIABJIEHNE HOCUTEJIA, HO TOJIbKO accolMalIys CIU-
HasbHOU MbItieyHoM aTpoduu Claire Heine Foundation
OTKPBITO 3asBJIIeT O BbIOOpE MPOGUIAKTUKY U CTABUT
ee CBoel MPpUOPUTeTHON 3a/jaueil.
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Criophl BBI3BIBAET U POJIb CAaMOro manueHTa. He-
KOTOpBIE CIYMTAIOT, YTO KaMIIaHUU T10 MPOPUIAaKTUKE
MPUTECHSAIOT 60JBHOTO, TOTOMY YTO TOAYEPKUBAIOT
BeC, KOTOPBIY OH MPE/ICTABJISAET I OOIIECTBA, CTYIAIOT
KPacK¥, yBeJIMYUBAIOT COL[UATIBHYIO CTOUMOCTD 60s1e3-
HU U CTPa/laHusl, KOTOPble OHA TPUHOCUT, U PECYPCHI,
KOTODbIE OHAa OTHUMAET Ha MOUCKYU JiedyeHus. COrmacHo
'éneMakepy u TeH XaBe, MporpaMMa npopuIaKTUKU
ZieJlaeT CTOMMOCTD TePAIUH BhIIIIE, Y€M CTOUMOCTD 60-
ne3uu. OHU YTBEP)KAAIOT, UTO IEPBOOYEPEAHOM 3a5aueit
MeULIUHEI IBJIETCS 00JIerieHre CTpalaHuii U BOCIIPHU-
ATHe 6OIPHOTO KaK HY)KJarolerocs yenoBeka. [lo3utus
3THX aBTOPOB, OZHAKO, 00yC/IOB/IEHA TeM (HaKTOM, UTO
nmpodmIaKTHKa reHeTUYecKoro 3aboneBanus TpebyeT
TIPUHATHS PELIEHNs O TPOJODKEHUH POJA.

[To 3TvM IpUYMHAM caM O0JIbHOU SBJIETCS OJHOM 13
[EHTPAIbHBIX GUTYP B CIIOPE, TOCKOJIBKY MPEe/ICTaBIAET
3JIEMEeHT, UMEIOIIHI TIPaBo Ha MPUHATHE PellleHus B IT0-
JIUTHUKE MPOUIAKTUKU. fl 0CO3HAI0, UYTO 3TOT apryMeHT
MIpe/ICTaB/IsIETCA OUYEeHb JeTUKATHBIM U TPYAHBIM IS
obCcykIeHUs U3-3a PHCKa IIPO3ByYaThb OCKOPOUTETBHO.

HayuHble opraHu3auum

Cy1ecTByeT CHIbHAsA aCUMMETPUSA MeX/Yy pecypcamu,
HaIlpabJieMbIMU Ha IPOI'PAMMEBI 110 TIOUCKY JIeYeHU
reHeTH4eCcKUX 3a00IeBaHUi U Ha UCCIeZI0BATENbCKIE
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MIpOrpaMMBbI AJI UX MPOPUIaKTUKU. ACCOITUALINN U UC-
cJle[oBaTeNbCKHE OPraHU3aluy pPa3BOPavYUBalOT KaM-
MMaHUU 110 cOOPY CPEZCTB HA UCCIe0OBAHUS, CIIOCOOHBIE
OTKPBITh ITE€PCIIEKTUBY JieueHUsA. MHOTHEe MHUITUATUBbHI
murpoko ocsemjairoTea B CMI. Ho kpaliHe majio roso-
PUTCS O TOM, Kak u3bekaTb 3TUX 6ose3Hen. Vispeaka Te,
KTO 3aHUMAaeTCs [IOMCKAMU JIeUeHUs, 03a004YEeHbBI TAKKe
1 MpodMIakTUKON. Bosee Toro, s 3aa10Ch BOIIPOCOM,
He CYIIeCTBYEeT JTU KOHQIUKTA MEXAY STUMHU JBYMS
HccieIoBaTEIbCKUMHU MporpaMmMaMu? Bo3aMoxkHoO, Aa.
[To cyTH, ycrex OfHOM CHIKAeT He0OXOMMOCTh JAPYTOH,
KaK BaKIMHAIMA OT IOJUOMUENIUTA TOJ0XKIIA KOHel]
JIEYEHUIO 3TOI O0JIe3HU. DTa MPEANOChIKA O0BSICHSIET
HE3HAYUTEJTHHYIO POJIb, KOTOPYIO 10 CUX ITOP BBHITOIHSAIOT
Hay4YHble OPTaHU3ALUH B TPODIIAKTUKE reHETUIECKUX
3abosieBaHUH. JIyMaro, YTO 3TO ITPOUCXOUT IO/ BIIUSHU-
€M JKeJIJaHUS JUCKYTUPOBATh Ha TEMbI €BT€HUCTUYECKOTO
xapakTepa. EBreHunka 6bpl1a U3rHaHa U3 HayKy, U HayKa
nsberaeT cerofHs Jar000i TeMbI XOTA ObI C IETKHUM OT-
TEHKOM €BT€HUKHU.

HayuHast MeMITMHCKAsA TUTepaTypa yAeseT O0bIIoe
BHUMaHMe HETaTUBHOMY 3QeKTy reHeTHIeCKOro TeCTa.
OToT 3P PeKT MOXKET 3aKTIOUATHCA B TPEBOTe MHANBU/IA
OT OCO3HAHMS TOT'O, YTO OH SIBJIAETCS HOCUTEIEM, OTKa3e
(uHOrZa HEOOOCHOBAHHOM) OT BO3MOXXHOCTH UMETh
JleTel, pa3IUuYHbIX TOOOYHBIX 3ddeKTaX, C KOTOPBIMU
CTaJKUBaeTcs Mapa, BliedaTIieHUH, KOTOpoe 3Ta HO-
BOCTb MOXKET OKa3aTh Ha HECOBEPIIeHHOJIeTHErO WIN
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Ha BOCIIPUMMYMBOTO YyesoBeKka. Kpome Toro, BO3MOXXHBI
HeTIOHMMaHMe JIMarHo3a, KOTOPbIN MOXeT OBITh Hea-
JIeKBaTHO CcOOOIIeH, HayyHasA HETOYHOCTh B OTBET Ha
3aIpoc TECTUPYEeMOro O IIpeZjocTaBaeHNY nHOopMaIuu
CO CTOIIPOIIEHTHOU TOYHOCTHIO. Bee 3To cumTaeTca mno-
60yHBIMU 3 deKTaMU, KOTOPBIX TeM OOJIbIIIE OMACAIOT-
cs, 9eM OOoJIbIlle TOBOPAT O PacCeTHHOM CKPUHUHTE, He
YYUTBHIBAIOIIEM YaCTHBIX, TO ECTh MEeHee YIIPaBJIieMbIX,
CUTyaluu.

OcTaeTcst MOC/IeIHUM MyHKT /1T 00CY>K/I€HUST — TeH-
JEHITYA JIF0/IeH CIOHTAaHHO 00'beIUHATHCS, UYTO IPUBOJUT
B ITOC/IeIHEE BPEMSI K CO3ZIaHUIO aCCOIMAIINI OObHBIX
WY POAUTENEH, 3aCTABISIIONUX OOIIECTBO CUUTATHCS C
UX MPo6IeMOM. DTU acColMalY He OCTAaHABIUBAIOTCSA
Ha JoCTUTHYTOM. VM yz:anmoch 3aZiaTh HY>KHO€e Halpas-
JIeHWE TTOJTUTUYECKUM BJIACTSM M HayYHBIM HCC/IeIOBA-
HUAM 6s1aroZiapsi CBOeH ompeiesiAolei poJii BO MHOTHUX
Hay4YHBIX yCIIeXax, ClIOCOOHOCTH BIUATH Ha 00IIeCTBEH-
HOe MHEHHe, HAXOUTh CPEZICTBA U OKA3bIBATh /JaBJIEHUE
JUTS1 IOCTVDKEHUS TTPU3HAHUSA U TIOAIEPKKHU CO CTOPOHBI
ob1ecTBa. Ho 06 3TOM MBI IOTOBOPUM B CJIEAYIOIIEH
IIaBe.



4. bunocoumanbHOCTb

AHTponosiorma u coumonorua
HOBOW reHEeTUKU

Hac >xe nuHTepecyeT Ipex/ie BCero To, YTO Ha COBpEeMEHHOM
TOPU30HTe OMOTIONUTHUKY Bpay U YIeHbIH IeHCTBYIOT Ha TON
caMOU HUYEHOM 3eMile, KOTOpas HeKorza NpuHajiexana
JIVIIBb CyBepeHy.

Il:x. Aram6eH, Homo sacer

[eHeTUYeCcKue cooblyecTsa U reHeTHKa
coobuiectsa Asnaga Paua

Mpel yxe nutupoBanu Asuaza Pana, u3apanabCckKoro
COILIMOJIOTA ¥ aHTPOTIOJIOTa, YIVIyOJIE€HHO U3y4aBIIEro
MIPOIECCHI, CBA3aHHBIE C TEHETUYECKUM CKPUHUHTOM
HacJIeICTBEHHBIX 3a0oseBaHuii. Ero mHTEpec ObLI co-
CPeOTOYEH Ha COIUAIbHBIX, KYJbTYPHBIX, HICTOpUYE-
CKUX M PEJIUTHO3HBIX dJIeMEHTaX, KOTOpble 00yCI0B-
JIUBAIOT MPUHATHE WIN HEIPUHATHE FeHETUYECKUX
HCC/Ie[OBaHUI Ha YPOBHE HaceJleHUs, B3aUMOCBS3b
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MeXXly BIUSHUEM rocyZapCTBa WK coobIlecTBa U UH-
JVBUZYaJbHBIM BEIOOPOM, IpeoOpa3oBaHUe MOHATHUA
€BreHUKU OT JUCTOINNY IIepBOM ITOJIOBUHEI XX BeKa /0
3IIOXM F€HOMUKHU. YYEHBIU IIOCBATHI MHOXXECTBO CTaTel
MOHATUIO «T€HETUIECKOTO co001IecTBa». OH IIPOBOAMII
IoJieBBle UccaeloBaHuA O6eynHoB B V3pawe, usydasn
HacJeZICTBeHHbIe 3a00/IeBaHNA eBpeeB-alllKeHa30B 1
nporpammy «Jlop Memapum», cpaBHMBAJ OTHOLIEHHE
K FeHeTUYeCKUM HccIeloBaHuAM B Vspause u B 'ep-
MaHUM U OCYIIEeCTB/IAJ aHTPOIOJOTNYECKUN aHaINU3
pacrpocTpaHeHus BPOXXAEHHOU IIIyXOTHl B OOIIMHAX
6exyuHOB B V3paue.

[Tox «reHeTUYECKUM coobIecTBOM» Par’® moHu-
MaeT «I7106aJbHOe SIBJIeHHE, I/le COYEeTaloTCA HEKUK
00K reHeTUYeCKUHN GOH/I, STHUYECKUE TPAHUIIBI U
MTOJTUTUYECKHE OOCTOATETHCTBA», KAK 3TO MPOUCXOUT
y adpoamMepHUKaHIEB, Y aMUIlleH, Y eBpeeB-alllKeHa30B,
y ¢paHKOKaHaIleB UIH Y OeYUHOB, HO TIPUMeEPHI
MOTYT ITOBTOPATHCSA. YCIOBUS reorpaduiecKom, STHU-
YeCKOM U KYJbTYPHOU U30JISILIUU CTTIOCOOCTBOBAJU BbI-
COKOM BCTpedaeMOCTH crenudpruiecKux pelecCuBHBIX
reHeTUYeCKUX 3a00ieBaHUM, TPUMEPHI KOTOPBIX MBI
yKe AeTaabHO onuchkiBaiu. C HAyYHOU TOYKU 3pEHUS,
reHeTUYeCKHe MCCIeJOBAHUA MTO3BOTUIN UAEHTUDU-
IIMPOBATh y 9TUX HAPOAOB I'eHbl, IPOBOLUPYIOIIHE
3aboneBaHus. «['eHeTHUYECKHUE COODIIECTBA» UHTEPEC-
HBI IT0 MHOTUM ITpuYnHaM. [Ipexzie Bcero, 3SHaHUAMM,
KOTOpPBIE OHU UMEIOT O caMuXx cebe M 0 puckax, KOTo-
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pPBIMU YpeBaTa 3HJOoraMusd. Y 3TUX HapOZOB 'eHeTHKa
u JJHK saBistOTCA 3/1eMeHTaMU KOJUIEKTUBHOU U/IeH-
TUYHOCTHU, Ha KOTOPBIX BO MHOT'OM 3WKZETCS ITOHATHE
«OUOCOIMATbHOCTH». B OTHOIIIEHUM UX TeHETUYIECKOTO
«pa3HO00Opa3usi» OHU 3aHUMAIOT MTO3UITHIO, CUJIBHO 00-
YCJIOBJIEHHYIO COOCTBEHHOUM CUCTEMOM IIEHHOCTEH, YTO
MIOCJTY>KWJIO TIOYBOU JJIS1 UCCIe/JOBaHUM U COLIMATbHOMN
MIPAKTUKU C TTOCTIeAYIOIMUM TpUMeHeHHeM ITPOorpamMM
10 TeHeTU4ecKol npodunakTuke. biarogapsa Takum
reHeTUYECKUM coobmiecTBaM ObUT pa3paboTaH psazx
TECTOB Ha BbIABJIEHNE HOCUTEJISI, KaK T€, 0 KOTOPHIX
MBI yoke roBopwin. OHU PeZACTaBISAI0T UHTEPeC TaK-
’)Ke M C TOYKU 3peHHUs pa3BUTUA AUATHOCTUUYECKUX
TECTOB, MMOCKOJIbKY ABJISTFOTCS MMOTEHIIUATbHBIM «PbIH-
KOM» [IJI1 PAcIIPOCTPAHEHUs TeHETUYECKUX UCCIe/lo-
BaHu. KoHeYHO, reHeTHYeCKUM 2/IeMeHT — 3TO OAUH
u3 GpakTOpoB uAeHTUGUKALINY TPYIIIbI, HO MbI BUAUM,
YTO B HANIUX OOIMEeCTBaX B HEKOTOPBIX CAyYasAX OH
ObIBaeT JOMUHUPYIOIMUM. Eciu, ¢ O1HOU CTOPOHBI,
JeiICTBUTEILHO TeHETUYECKHE COOOIeCTBA UMEIOT
3THUYECKYIO OCHOBY, TO C IPyT'OM — MPOUCXOAUT 00-
pa3oBaHUe HOBBIX 00beJJMHEHUH, MTOABJIEHNE aCCO-
LIHMaIWi, TPy NOAAEeP>KKHU, B3aUMOAEUCTBUU MEXIY
WHAWBUAYYMaMH, OCHOBAHHBIX Ha OIBITE OOJIE3HM.
CerozHs 3TOMY OJ1arOTIPUATCTBYET TaKXKe U OOIIeHue
B Pa3/INYHBIX CETSX Yepe3 MHTepHeT. B jocTaTouHO 60-
raThIX U TEXHOJOTUYECKU PA3BUTHIX CTPAHaX 3Ta HOBasd
«UA€HTAYHOCTD» CTajla ICTOYHUKOM paclpOCTpaHeHUA
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3HAHWM, OpPUEHTUPOBAHUS HAayYHBIX MCCJIEIOBAHUM,
MTOJIUTUYECKOTO /IaBJIeHUs, IPUBJIEYeHUST BHUMAHUSA
00IIIeCTBEHHOCTH K OT/IEIbHBIM 3a60JIeBaHUAM BILIOTh
J10 CO37IaHUSA «TPYIIT AABIEHU», UMEIOITNX O0IIeCTBEH-
HYI0 3HAYMMOCTb. Cpeu TAaKOBBIX MOXKHO BBIZIETUTD
Genetic Alliance B CIIIA, dona mykoBucuuzo3a North
American Cystic Fibrosis Foundation, ¢boHz ciuHamb-
Hol MbIiedyHoi aTpodun Claire Heine Foundation niu
Accolmanuio TaJacceMUU.

Takum 06pa3omM, reHeTHdeckoe 3aboieBaHUE CIIPO-
BOI[MPOBAJIO MIPOIIECCHI CAMOOIIpeZieIeH s, KOTOPhIe
MOTYT IIOMOYb OIpeZIeIUTh BO3MOKHbIE CTPATEeruu 1o
ero ycrpaHeHuto. Hekotopsie 601e3HU KXy TCsA HEpas-
PBIBHO CBI3aHHBIMU C STHUYECKOU WK TeorpadpuiecKoi
MIpUHA/JIeKHOCTBIO, KaK TaJlacCeEMUs, CEpPIIOBUAHOKIIE-
TOYHas aHeMUs Wi 00Je3Hb [eHTUHITOHA B BeHecya-
Jie. B 3TUX ciydasx UCTOPUYECKU HAZeXK/a Ha BBI3/0-
pOBJIEHHE, MOJIEKY/IApHAA UAeHTUPUKAIMA O0e3HU U
CTpaTeru# 1o nNpouiaKTUKe ObLTH IPUHECEHBI U3BHE,
b0 caes0Ba MOZIeIM BMelIaTeabcTBa top-down,
TO €CTb «CITYII€HBI CBEPXY», OYAYIN 00yCIOBIEHHBI-
MM HayYHO-TYMaHUTAPHBIMU COOOPaKEHUAMU U/ WU
MOINTUYECKUM BeibOpoM. Heobxozmmo 66110 yoeauThb
HaceJieHUe IIPUHATH yJyacTHe B CTpaTeruax npoduiak-
TUdeckor MmegunHb’t. Kak ropoput ABuaz Paiy, B 9Tux
cirydasx o6pa3oBaHMe reHeTUYEeCKOT0 Co00IIecTBa ce-
ZI0BAJI0O MEULIMHCKOM WU SKCIIEPTHON TOYKe 3peHUs
(BeIpa’kasich TepMuHoorueit ®yko, 3To pe3yabTaT Medu-
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UYUHCKO020 832/1510a), KOMOPOU npucyuy npednucul8aroyull
xapakmep. TOT, KTO COZIEWCTBYET MIPOBEAEHUIO KaMITaHUH
10 TeHETUYECKOU MPOPUIaKTUKE, BCEr/Ia CTPEMUTCS K
OyZAy1eMy, KOTOPO€e OH cYUTaeT JTydinumM. OCTaBUM TTOKa
6e3 ompezeneHUs 3HaUYeHUe, IPUCBAUBaeMOe CJIOBY
«JTy4IIU», TOCKOIBKY 3TO TpebyeT MOHUMAaHUS CHCTEMBI
I[EHHOCTEH co0bIIecTBa U MHEHUS IKCIIEPTA.

HoBBli mporiecc «0roconyaan3ali» HabmogaeTcs
B ITPOMBIIIJIEHHBIX OOIIECTBAX, TPUYEM €TI0 CTAHOBJIEHHE
MIPOUCXOAMIO B 06paTHOM TopsifKe. B 30He ero mHTEpeca
JexxaT 3ab0yieBaHUs, Y KOTOPHIX HaMeHee O4YeBU/I-
HOU ABJIAETCSA dTHUYECKasA OCHOBA. VZieHTUGUKAIUA
«COO00IIeCTB» MPOUCXOAWIAa B OCHOBHOM CHU3Y, MyTEM
CIIOHTAHHOTO OObeIUHEHUS MAllMEHTOB W CEMEH,
KOTOPBIE 3aTeM 00pa30Ba/ii OPraHN30BaHHbIE I'PYTIITHI.
O6parasich K IOBOJLHO MOJIOZOMY HAITPaBJIEHUIO COIHIO-
JIOTUH 3710pPOBbs, Pall ctaBUT nepes; co60¥ BOIIPOCHI:
KaKoe oImpeZieieHHe aTh CTapbIM U HOBBIM «T'eHeTh4e-
CKUM cOoO00IecTBaM»? KaK Ha HUX CChUIAThCA? KaKOBa
HUX POJIb B IIepPCIeKTUBe IreHeTUUYeCKOro CKpUHUHTa?
KaKOBBI CCTEMBI [IEHHOCTEN, C KOTOPBIMU ITPUXOAUTCS
CTaJIKUBAThCA TIPU NIPeJJIOKEHUN TeHETUKU COO00IIe-
CTBA WIM FT€HOMUKHU B IPUMEHEHUH K 00IIIeCTBEHHOMY
3 paBOOXPAHEHUIO?

Ho cHavasa, yrBep:kgaeT Pail, He06X0AUMO OTIpe-
nenuThb chepy reHeTUKHU coobIecTBa. DTO MOYBa JIs
reHeTUKa, COLMO0JIora, aHTPOIIoJIora WiIn 3IIUAEMUO-
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jiora? DTO TOYKa COBIIa/IeHUA B3IVIAZLOB JJId CO3/4aHUA
HEKOU AMCILUIUIMHBI, KOTOPasd ellle HAXOJUTCA y UCTOKOB
mpoiiecca coOCTBEHHOTO OCHOBaHUA? Kakue oTHOIIIe-
HUA CBA3BIBAIOT KJIWMHUYECKYIO I'€HETUKY U T€HETUKY
coobmecTBa? Moe MHEHHE 110 3TOMY ITOBOZAY TaKOBO,
4TO, €CJIU OTBJIEYBCA OT JKeJlaHUA AaTh Ollpe/eIeHne
3TUM AUCUMILUIMHAM (YTO YacCTO 3aBUCHUT JIMIIb OT He-
00XOZMMOCTH CIIEITUATUCTOB B YCTAHOBJIEHUU I'PAHUI]
cOOCTBEHHOTO 3KCKJIIO3UBHOTO ITpPaBa TPaKTOBATh He-
KOTOPBIE BOIIPOCHI C HEM30EKHBIMU aKa/leMUYeCKUMU
OTCTYIUIEHUSIMU), TO IVIaBHasA TpobieMa — MOHATh, KTO
BIIpaBe MPEACTABIATh «OMOCOI[HATbHBIE» UHTEPECHI.
Mo>kHO O6BUTO OBbI YTBEP)K/AATH, YTO KIIMHUYECKAS TeHe-
TUKA — 3TO AUCITUIUINHA, oOpallieHHasA K UHAUBUAYYMY
WU K ITape ¥ COOTBETCTBYIOIIasi, HaKOHell, Tubepab-
HOU reHeTHKe, I/le UMeeT 3HaueHHe NHANBU/yalbHOe
pemeHue. V1 HaIpOTUB, TeHETUKA COOOIIECTBA WU
reHeTHKa (cerogHs reHOMHKA) OOIIeCcTBEHHOIO 3/pa-
BOOXPaHEHUs MOTIJIa OBl IPEACTABIAThH COI[UANbHbBIE
WHTepechl. 3aZjlauyeil KINHUYeCKON TeHEeTUKHU ABJIAeTCA
KOHCYJ/IbTAITUs, JUIIeHHasA 00513aTeTbHOCTH, KOTOpas
BCerjia IpHUCyTCTBYET B OOIECTBEHHOM 3/IpaBOOXpa-
HeHMU. B cymHocTH, ¢ OZHON CTOPOHBI, JJ0J>KHA yCTa-
HaBJIMBATbCA CBA3b MEXAYy UHAUBU/IOM WU apou U
CIenuaIrCcTOM, KOTOpasi OCHOBBIBAIACh ObI MCKIIIO-
YUTEJTbHO Ha Iepegade nHGopMaluu B aTMochepe
3THUYECKOTO HEeUTPaJUTETa; C APYTrOl CTOPOHBHI, BCEr-
Jla IPUCYTCTBYeT UHTepeC, KOTOPBIU CTABUTCA BHILIE
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VHIWBU/JA WIN Napel. OTO pasjeeHre CXeMaTU4Ho,
MTOCKOJIbKY KOHI[ETI[US T€eHETUYeCKON OTBETCTBEH-
HOCTHU — 3TO BCe Ke BCerza CollaabHOe YCTPOHCTBO;
U Jlake MHAWBUJ, KOTOPBIA cuyuTaeT cebs CBOOOJHBIM
OT YCJIOBHOCTEH M fyMaeT, 4YTO JesaeT abCcoNI0THO
CBOOO/HBIN BBIOODP, PYKOBOJCTBYETCS COIUATBHBIMU
MpaBWIAMU U I[eHHOCTAMU. TaKUM 006pa3oM, BOIIPOC
MOXXHO TepedOopMyIUpPOBATh APYTUMU CIOBAMU: KTO
ABJIAETCA HOCUTEIeM T'eHeTUYeCKOH OTBETCTBEHHOCTH?
WMHAuBU/, co00IecTBO (STHUYECKOE WIM aCCOIhaINA),
roCyZapcTBO? DTOT BOIIPOC IIpaBa fABJIAETCA APOM BCel
3TUYECKOU pOo6IeMBl, CBA3aHHOU C yCTpaHEHUEM Te-
HeTH4YecKoro 3aboseBaHua®. Pal mogHNMaeT BaXKHbIE
BoIpockl. [IpuobpeTaeT ix coob111ecTBO, KOTOpPOE ceOs
naeHTUPUIMPYeT KaK TaKOBOe, HAlpUMep, OOTbHBIE
MBIIIeYHOH AucTpodUel, IpaBo BAUATH Ha BHIOOD
MOJIMTHKY 00111ero 37ipaBooxpaHeHua? HyXHo 1 KOH-
CYJIBTUPOBATHCSA C 3TUM COOOIIeCTBOM IIPU pa3paboTke
cTpaTeruil ob1ecTBEHHOI0 3ApaBooxpaHeHus? I1o
OIlpeie/IEHUIO TECT Ha BBIABJIEHNE HOCUTEJIA HallpaBJeH
Ha 3/J0POBBIX JIIOZIEM B TAKOM CJIy4dae; UMeeT JIU IPaBo
6OJILHOUM BTOPTaThCA B TIOJIE IeSITEbHOCTH MPEeBEH-
TUBHOTO 3/[paBOOXPAHEHUA, WIH JKe €TI0 POJIb COCTOUT
JIUIIB B TOM, YTOOBI BEIpaXaTh COOCTBEHHOE BUZIEHHE
6071e3HU, B31B Ha cebs 6pems yoexaeHnus? HazeneH u
0OJIBHOM YeJIOBEK TUYECKUM IIPEBOCXOCTBOM BBUZY
CBOEro cocTosgHus? ViMeeT M IpaBo reHETUYECKOe
coo0b11ecTBO BMeIINBATHCA B BEIOOp MHAUBUA WU
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napel? Korza ecTs connasbHBIM NUHTEPEC, HE BO3pacTa-
€T JIU PUCK KJIeMeHH s 60JIbHOTO, HOCUTEJIS WIH JJaXKe
yeJoBeKa, He KeJalIero NpoxXoAuTh TeHeTUIecKoe
TeCTUpOBaHUe?

Pan 3azaeTcss BompocoMm: A006aBJAeT JIU COIUO-
aHTPOTIOJIOTUYECKUH B3IVISIZl Ha TEHETHUKY COOOIIeCcTBa
YTO-HUOYAb MEAUITMHCKOMY TTOAX0Ay? OTBET CTPOUTCS
Ha OCHOBe BUfleHUd TeH KarTe, reHeTHKa U IIepPBOTO
peaakTopa )kypHaia «Community Genetics», Ha3BaHUe
KOTOPOT0 MOTOM ObLI0 m3MeHeHO Ha «Public Health
Genomics»?®. CollMO-aHTPOIOJIOTUYECKUH B3IJIA/ AaeT
WHCTPYMEHTHI AJI1 U3MePeHUs STHUIECKOU, TMHTBU-
CTUYECKOU, peTUTUO3HOU, TOTUTUYECKOMN U UI€0JIOTH-
YeCKOM BeJIMYUH coobIecTBa. /o CUX Mop MHOXXECTBO
KCCIeJOBAaHNM OBLIO ITOCBAILIEHO MOZEIN TeHeTUYeCKOM
KOHCY/IbTAllUY, HAallpaBJIeHHOU Ha MHAWBUA WIU Tapy.
O1ueHUBaeMbIMU TTapaMeTpaMu ObUIN BBIHYKZEHHOE
MIPUHATHE WIX OTKa3 OT KOHCY/IbTAIIUM, CTPECC, KOTO-
PBIii OHA BBI3bIBAET y MHAMBHU/IA WIU MIaphl, peajbHoe
MOBBINIIEHNE CITOCOOHOCTH BBIOOpA WM NIPUHATHUS pe-
meHus. Ho Pail yTBepkaeT, 4To Terepb HacTajo BpeMs
IIepeHeCTH 3TOT aHAIM3 Ha YPOBEHDb COOOIIECTBA, T7Ie
UMeIOT CUJIy TaKue HOPMBbI, KaK maTpuapxarT, eJUHO-
KPOBHBIE COI03BI WU 3ampeT abopra. CoIro-aHTPO-
MTOJIOTUYECKUH TTOAX0/ TpebyeT CMeHbI mapaurMbl.
[Tpexxzie Bcero, BO3HUKAET HEOOXOMMOCTb B U3yUYeHUU
COIMAIBHOT'O YCTPOMCTBA reHeTUYeCKOM KOHCY/IbTa-
1uu, 6e3 Cy>KeHHus1 MpoOIeMbI 10 UHAUBUYATbHBIX
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oTHOIeHUH. [ToaTomy ucciezoBanusa Pama 6putu 00-
palleHbl K cO00IecTBaM OPTOAOKCAJIbHBIX €BPEEB
wiu 6elyuHOB, KOTOPBIM ObUT TIpeJJIOKeH CKPUHUHT.
YdeHbIN TpOaHATU3UPOBAJ UX C AHTPOIIOJIOTUYECKOMN
TOYKH 3pEHUs, TOMECTUB MPEJIOKEHNE U IPUHATHE Te-
CTa B KYJIbTYPHBIN KOHTEKCT I'PYIIIIBI, HA KOTOPYIO OBLIO
obpatieHo ucciegoBanue. Bompockl, chopmynrpoBaH-
Hble ParieM, UMeIOT 1IeJIbI0 CO3ZIaHKe HOBOUM MOPaJIH T10
OTHOIIEHUIO K TEHETUYECKOMY TECTY, C TPU3HAHUEM
TOT'0, YTO TEXHOJIOTUA ellle CIUIIKOM MoJjioza. Mbl BU-
UM ee Pe3yabTaThl, KOTOPBIE IIOCTOSTHHO CMENTUBAIOT
IpoOJIEMbI TEXHOJIOTUY U STUKU, TIOCKOJIbKY OHU UMEIOT
061IMe YePTHl C BOCIIPOU3BOACTBOM YETOBEYECKOTO
poza. /IocTaTOYHO YIOMSHYTb TO, YTO IIPOMCXOJUT B
Haille BpeMs B MiTanuu, r7ie 3aKOHOTBOpYECKHE HETOY-
HOCTU ITO3BOJIAIOT COCYII[eCTBOBATh 3aKOHAM, KOTOPBIE
paspemarT abopT, HO OTBEPTaloT BO3MOXXHOCTb IPe-
BIMILJIAHTAI[MOHHOMN AUArHOCTUKU, U T/l TIPOILIbIN
OTBIT 6OPBLOBI C TaJacceMuel, KaXkeTcs, He OCTaBUJI
CJIEZIOB, KOT/Ia 3TO HEOOXOAUMO B CBSI3U C ITEPCIIEKTUBOU
NpoGWIAKTUKU MYKOBUCITA/I03A.

Hazo koHcTaTHpoBaTh TOT GaKT, 9YTO Pa3BUTHE TEX-
HOJIOTHY TIOCTOSAHHO OpocaeT BBI30B 3THKE, U YTO STHUKA
He O7[Ha, 2 HAM He06X0[IMO CMUPHThCA C COCYIIIeCTBOBA-
HUeM Pa3JINYHbIX W/Ie0JI0rnYecKrX HanpasaeHui. K ato-
My HabJII0IeHUI0 IOABOAAT aHaiu3 Palja u ero oreHka
CTpeMJIEH!s K FeHeTH4eCcKol NMpopuIaKTHKe B Pa3HbIX
Ky/bTypax, OyZb OHU MYCYIbMaHCKUMU, eBPEUCKUMU
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WJIU XPUCTHAHCKUMU, WIH B CUCTEMaX, I7le ICTOPUYEeCKU
TIOHATHE TeHETHYECKON TPOPIIAKTUKY 00PEeJIo IIPOTHUBO-
MIOJIO’KHBIE cCeMaHTU4YecKue 3HadeHrsA. OH aHanu3upyeT
baKTOpBl, He TI03BOJIAOLINE F'eHeTUYeCKOH TPOGIIaKTU-
Ke rpeBaspoBarts B CIIIA vu B ['epmaHuy, HO IpY 3TOM
Jilenatoniyie ee IprueMIeMol B MyCyJIbMaHCKUX CTpaHax
WU B eBpeMcKux coobiecTBax. B lepMaHum o4eBUIHO
HacJleZivie HallUCTCKOM eBreHNKH, U3-3a 4ero CTAaHOBUTCS
HeZIOIyCTUMOU 1ziesl 3aMHTepeCOBaHHOCTH IroCylapcTBa
B [TPOBE/IEHUH ITOJIUTUKHY ITyOIMIHOM reHoMuKu. B CITIA
cdopmupoBaHo abcoMOTHO JHbepasbHOE U CIUIIKOM
pas3zpobiieHHOe BU/IEHUE, BBITEKAIOIIee U3 CUCTEMBI
3/IpaBOOXpaHeHNs, I/le COLMaIbHbIN UHTepeC IPUHY/U-
TeJIbHO OTpaHWYeH CTPaxOBOU CHUCTEMOM, a TakKe, Kak
y>Ke TOBOPWIOCH paHee, TaMAThIO O IIpoBaJjie IpodIakK-
THKU CEePIIOBUJHOKJIETOYHOM aHeMuU. B pyTux cTpaHax,
TaKuX, Kak V3pawib, AHIINA WM MHOTHE UCIaMCKUe
roCyZlapCTBa, COLMAIN3aIUA MeIUIIUHBI U KOJUIEKTUBHBIN
HHTEepEC K 3/I0POBbIO OYAYIINX TOKOJIEHU ObLTU IIPUHA-
THI U BHEZIPEHBI B CUICTeMy 3/lpaBooxpaHeHUs. Cucrema
TreHeTUYeCKON MPOQIIAKTHUKY BIMCHIBAETCSA B BUJEHUE
POJIY TOCYZIapCTBa, JaXKe eCIU 3TO BUIeHHe CUJIBHO 5BO-
JIFOLIMOHUPOBAJIO B IMOEpabHOM HaIlpaBJIEHUH U COBIIA-
JlaeT C CaMbIMU Pa3HBIMU PEIUTMO3HBIMU KYy/IbTypaMH,
HalpuMep, MPOTECTAHTCKOU WM KaTOMTUYeCKOM STUKOH,
160 TOYKOM 3peHus Ha IPOJIoKEHE POZia B PeTUTHAX,
KOTOPBIE /10 CHX IIOp OI'PaHUYEHHO [TPUCYTCTBOBAJIH B 3a-
IIaJIHBIX CTPAHAX.
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BuocounansHocTb NMona PabuHoBa

[Tonsspu3anusa, KOTOPYIO Mbl pacCMOTpeJ, KOHEUHO,
MpeZicTaBeHa BecbMa cxeMaTU4YHO. Ho Hartei 1ebto He
SIBJIAETCS paZiIuKaJbHOE IIPOTHUBOIIOCTaBIeH e, FIMeHHO
61arozaps rmpobieMaTHKe, KOTOPYIO OHAa OOHAPY»KHUBAET,
HOBas TeHeTHKa CTaja IpeAMeTOM U3ydeHUs GUIoco-
OB, KOTOpBIE, BO3MOXKHO, YTOOBI JIydIlle OOBICHUTH CBOU
TOYKH 3peHusi, 6e3 KosiebaHuH 0BETN UX 10 KPaiHOCTH,
IJIaBHBIM 06pa3oM, Mpe/icKa3bIBasi OyayInue ClieHapuu,
KOTOpPBIE HAa CaMOM /ieJie KaXKyTCsl OYeHb MaJIo peaiu-
CTUYHBIMU WIM, KAK MUHUMYM, JaJeKUMU OT Halleh
CEeTOAHSANTHEN IeUCTBUTENbHOCTU. Eciiv MbI oOpaTuMcs
K mo3utuu ¢pumocoda-aHamrutuka Jxkona Xappuca®’, To,
KOTZIa OH TOBOPUT O «HOBOM ¢ase [...], B KOTOpoii Aap-
BUHOBCKAs dBOJIIOIUSA, IIyTEM €CTeCTBEHHOI'0 0Tbopa,
OyzeT 3aMeHeHa J0OpPOBOJIBHBIM MIPOIIECCOM OTOOPA,
KOTOPBIHN, BMECTO OXKUaHNS MWITHOHOB JIET, B TeUeHNe
KOTOPBIX MIPOUCXOAWIA JAPBUHOBCKAsI SBOJIIOIUA, 1ACT
BUIIMBIE U OIIyTHMBbI€ PEe3Y/IbTaThl IIOYTH MTHOBEHHO»,
MBI ITIOHUMAaeM, YTO ero MapaZloKC COCTOUT He CTOIBKO B
yTBEPKJAEHUU CBOOOABI (3TUYECKON) MHAVUBHUAA BHIOU-
paTh, Kak nepefaBaTh COOCTBEHHOE Hacle/i1e, CKOJBbKO
B IIOCTAHOBKE MeHee HacyIIHbIX BOITPOCOB. Peub ujieT o
TOYKAaX 3pEHUsI, MOAPA3yMeBaOIINX He TOJIbKO aHAU3.
MEI TTOKa He B COCTOSTHUY CEJIEKIIMOHUPOBATH pacy Cy-
mepJIiozieli, BO3MOXKHO, Y Hac HUKOI/Ia He Oy/ZIeT TaKou
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BO3MOXKHOCTHU. C IPYTOi CTOPOHBI, I HE HAXOXKY aKTy-
aspHOM 03ab604yeHHOCTD prutocoda FOprena Xabepmaca,
KOTODBIH, OBOZIA 10 KPAIHOCTY CBOY ITPUMEDBI, TTBITAET-
cs1 cO3/1aTh COOCTBEHHYIO 3TUKY reHeTUKU S, Hao60por,
MIPUIIUIO BPEMSI CO3/IaTh STUKY HACTOSIIETO, BO3MOXKHO,
He YHUBepCaTbHYI0, MOAUDUIIPYEMYIO, HO CITOCOOHYIO
MIPUHSATH BbI30B, KOTOPHIH CErofiHs OpoCcaeT TEXHOJIOTH.
[ToaTOMY 51 CYMTaI0 HAMHOTO O0JIee KOHKPETHBIMU HCCIIe-
JIOBaHUS MHOTOYHCJIEHHBIX COIMOJIOTOB B cdepe 37ipaBo-
OXpaHEHUs, KOTOPBIE PACCMaTPUBAJIA TEMY BO3MOKHOT'O
yCTpaHEeHUs reHeTUIeCKUX 3a00/IeBaHUH, CTapasiCh IO-
HATb, KaK YCTPOEHBI HOBbIE TeHETUYECKYE OPUEHTAITNH,
KaKOBbI MHAWBUYaIbHbBIE WU KOJUIEKTUBHBIE MOTUBHI,
BJIUSIONIME Ha PEIIEHUE O TPOXOXKIEHUY FeHETHYECKOTO
TecTa, KaKOBBI HTHTEPECHI, MOJAePyKUBAOIIIE€ CKDUHUHT
HaceJIeHU WY MPENSTCTBYIONINE eMy, 1 KaK GOPMUPY-
IOTCS COIMAIbHBIE CyOBEKTHI, KJIaCCUPUIINPyeMble KaK
HOCHUTEJH.

B nocneanue fecATUIETHA TeHETUKA IeMOHCTPUPOBA-
Jia TeHIeHIIWI0 TPOHUKHOBEHUSA B TOBCEHEBHYO KU3Hb,
KakK B CBOe BpeMs OaKTepPHOJIOTHS ITPOHUKIIA B IMYHYIO
U COLMaNbHYIO KU3Hb B KOHIle 1890-x rozoB. Ycmex
mpoekTa «['eHOM YesloBeKa» CltocoOCTBOBAJ CO3/JaHUIO B
00IIIecTBe HOBBIX MHTEPECOB U MPe/ICTaBIeHNH. B KOHIIe
1980-x rozoB ¢rmnocod u meauk Ppancya JlaroHbe roBo-
PWI 0 HEOOXOAUMOCTHU TTpeobIaZiaHusA KyJIbTYPHOTO Hajl
ecTecTBeHHBIM. OH yTBEPIK/JaJI, 4YTO IIPOTPece B OUOIOTUU
Y B MeIUIIWHE TIOHUMAET BayKHBIE BOIIPOCHI, CTIOCOOHBIE
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MMOKoJIe6aTh caMy OCHOBBI HAIIETO CYIeCTBOBAHUS:
TeJI0, IPOAoJDKeHNE posa, ceMbs. OH oTcTanBasl He0b-
XOZIUMOCTb He OMOJIOTUYECKOT'0, @ aHTPOIIOJIOTMYECKOTO
OTBETA Ha CIIOPBI O TPaBOMEPHOCTH U3MeHEHHUS IIPUPOZHI,
pacTUTENIbHOM WK XKUBOTHOU. OH OTCTauBaJsI POJb KYJlb-
TYPBI, TO €CTb BbIOOpa YesioBeka. J[oroe BpeMs KUBOE
CYIIIECTBO CUUTAJIOCh CKOpee 0ObEKTOM /1T U3yUEeHUS,
KIaccupUKaIiy, UCCIeJIOBaHMUA, YeM I MOAUDUKAIIH.
«MHe KaXkeTcs1, YTO OHUM U3 GyHAAMEHTATbHBIX acTeK-
TOB BTOPOU IMOJIOBUHBI XX BeKa ABJISAETCS BO3MOXKHOCTD
U3MEHUTD KU3Hb, [...] CIIOCOOHOCTH BMEIIUBATHCA B
Hee, KOTOPasi TI0 CMEeJIOCTH TIPEBHIIAeT GPUNKY MTepBOM
IIOJIOBUHEI BeKa. [...] CeroaHs MbI BXOJUM B IIUTaIe/b
’KUBOTO CYIIIEeCTBA, PACTUTENIbHOM, )KUBOTHOMU, YesioBe-
yecKou mpupozsl. [...] JKuBoe cyliecTBO CTaHOBUTCA
00bEKTOM, TTOAJIeXKAIIUM MoAudukanuu»°. Ipupoaa
He CTOUT Ha MecTe, oHa bricoleuse (¢p. «macmepuya Ha
ece pyku». — IIpumeu. nep.), 9KCIIepUMEHTUPYET, BBOAUT
MyTal[MU, KOTOPble MOT'YT IIOKa3aThCsA HE3HAYNUTETbHBIMU,
a 3aTeM IpoBOLMpPYeT OypHOE Pa3BUTHE, TPOU3BOJUT
HOBbIe BUZbL. JJHK — 3TO GecKoOHEeYHOe COBEPIIEHCTRBO.
I[TpocTas 1o CBoOeMy CTPOEHHIO, OHA CO3/IaeT OECKOHEYHEIE
BO3MOXXHOCTH. CerofHs 4eJI0BEK MOKET BMEIINBAThCS
B 3Ty 3BOJIIOLINIO, MOXKET HaIpaBaATh ee. Jle6aThl, Kak
MBI YBUJIET paHee, MMPOJO/DKAIOTCA, 1 MHEHUI MHOTO.
[IpuCyTCTBYIOT MEIUIIMHCKIE, STHYECKHe, GrIocodCKue,
SKOHOMUYECKYE TOUYKU 3PEHUS, BOKPYT KOTOPBIX 00pa3y-
I0TCSI HOBBIE COITMA/IbHBIE GOPMBI.
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Ha ocHoOBe BUZIeHUS 11€JIOT0 HAIIpaBJIEHUA B COIINO-
JIOTUM 3[I[paBOOXPaHEHUs BLIPAOOTAIOCH CYy>K/I€HHE, UTO
HOBasA JUCIUIUTMHA HalIpaB/ieHa He TOJIbKO Ha ITO3HAHUE.
Ee posb — u3MeHATh. OHA BXOJUT B «IIUTA/I€]Tb }KUBOT'O
CyIllecTBa», MOAUGUIIPYET OaKTEepPUH, paCTEHUSI, OTHH-
MaeT 3HAYUMOCTD Y €CTeCTBEHHOTO BILUIOTD JI0 TIOJTHOT'O
OTpHUIIAHUSA ero 3HAYUMOCTH. [T1iIa, pacTeHus, })KUBOT-
HbIe, KOTOPBIMH MbI OKPY’KE€HBI, CTAHOBATCS PE3Y/IbTaTOM
KYJIbTYPHOM CeJIeKIINU, HO BXOZ B «IIUTAZIeNIb KUBOT'O
CyIIleCTBa» BeZIET K COI[MATBLHOM peopraHu3anuu. B ca-
MOM HavaJie IIPOeKTa UCCIeI0BaHUA r'eHOMa YeloBeKa
aMepuKaHCKUM aHTporosor [Tos PaGuHOB BBeJ TEPMUH
«OUOCOIMAIBbHOCTb». OH XOTeJ IIPOTUBOIIOCTABUTh €T0
APyroMy, TOIMYJISIPHOMY TOT/la TEPMUHY «COIOOHO-
JIOTUM», KOTOpasd, 10 ero MHEeHUIO, SIBJIsiIach rpyooit
bopMoii 6HOTOIMYECKOT0 U SBOJIOIMOHUCTCKOTO IeTep-
MHWHU3Ma, OKOHYATEJTbHO YTBEPAUBIIETOCS C BBIXOAOM
B 1975 rogy sHamenuToul kuuru O7Bapza O. YwicoHa
«CoIoOHOoOTHSA: HOBBIN CHHTE3» (Sociobiology. The New
Synthesis). CorfuoOMOIOTHA TIpEATIoIaraeT, YTo COIHU-
aJIbHask OpraHU3alMsA — 3TO CBOET'0 PoZia TPOZAOIKeHNE
OMOJIOTUYECKUX IeTepPMUHAHT. PaOWHOB yTBEepXKAaJl,
YTO OHA JIOJKHA OBITH TIPEe0/I0JieHa MUPOBO33PEHUSIMU
Y 9BOJTIOLIMEN YesloBeKa, BHITEKAIOIIMMU U3 MPOEKTOB
FeHOMUKHU U M3 IIpoTpecca MOJIEKYIAPHON OMOIOTHH.
PabuHOB, yueHUK U Kosutera PyKo, BIOXHOBIEHHBIN
npouTeHueM «Bose6HoM ropel» Tomaca MaHHa, rze
TybGepKysne3 — 3To MeTadOpUUeCKUi 06pa3 rryboKUx
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M3MeHEHUH B 00IIecTBe, TIIyOOKO HCCIeoBajl poJb,
KOTOpYIO anuzeMuu xosnepsl 1830-X rofoB ceIrpaiu B
TTOSIBJIEHUH HOBBIX GOpM collanbHOCTU Bo @panIuu. OH
3a/]laBajicsi BOIIPOCOM, He TIPOU3BEJI JIU MPOEKT «[eHOM
yesioBeKa» aHAJIOTUYHOro 3dpderTa? «TepMuH “Omo-
COIIMATBHOCTD” ObUI IPUAYMaH KaK IepBast MOIbITKA
BHOBB ITOJJHATH BOITPOCHI Ha TeMY >KM3HM»', [To MHEHMIO
PabuHOBa, 0OJHOU U3 0COOEHHOCTEH MPOEKTa SIBJAET-
cs1 HEOTZAEJMMOCTD YKeJIaHUA 3HATh OT BO3MOXKHOCTHU
BMeIaTbCA ¥ U3BMEHUTh. MBI CTpeMUMCA Y3HATh FTeHOM
YesloBeKa, YTOOBI BIUATh Ha FTeHeTHIeCKe OCHOBEI 00-
Jle3Hel KaK TeparneBTUYeCKUM, TaK U IIPEBEHTUBHBIM
myTteM. J[pyruMu cioBaMU, TeHEeTUKA YesIoBeKa MOXKeT
CTaThb KyJbTYPHBIM OOBEKTOM, a He TOJBKO MTaCCUBHO
MIPUHUMAaeMOHN peasibHOCThI0. PAOMHOB MPU3HAH KakK
«OTIBITHBIM aHTPOIIOJIOT» IIpoliecca IMPOMBIIUIEHHOT'O
IIPOM3BOZCTBA TeHeTUUeCKUX TexHosorui'®'. Copmect-
Ho ¢ Tanua Jlan-KoaHoM OH moZpoOHO usydmt paboTty
kommanuu Celera, vacTHOrO aMepuKaHCKOTO 6uodap-
MaleBTUYECKOTO MPeANpPUATHSA, KOTOpOe BCTYIIUIO B
KOHKYPEHTHYI0 60pb0Y ¢ TpoeKTOM «['eHOM YesoBeKa»,
MoZlep>KMBaeMbIM I'OCyZJapCTBEHHBIMU yUpeKAeHUs-
Mu'%2, Celera OTKPBITO IpejIaraaa UCIOIb30BaTh 3Ha-
HUe BCcell KapThl 'eHOB YeJIoBeKa /IS Pa3BUTHUSA HOBBIX
BU/IOB TEPATIEBTUYECKOTO JIEYEHUS FT€HETUYECKUX 3200-
neBaHU. MHOTHE accoMalivy NaleHTOB 3aKII0YIIN
c Celera ¢popmanbHBIe comIalieHus, IO KOTOPBIM OHU
MIpeIoCTABIISUIN KIMHUYECKYI0 HHGOPMAIIUIO U IOCTYTI-
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Hble 6a3bl JaHHBIX 0 /IHK 60JIbHBIX 1 WIEHOB UX CEME.
TakuM 06pa3oM, CTAHOBUTCS MOHSATHO, YTO MMOHATHE
61OCOIMATBHOCTU JOBOJIBLHO OOIIMPHO U OXBAThIBAET
Lesibli KoMIUIeKe TeM. Crola OTHOCUTCA BOIIPOC UZEH-
TUYHOCTH JTFOZIEN, KOTOPBIE ITPU3HAIOT CBOE O0IE3HEHHOE
COCTOsTHUE, OMOIOTUYeCKUe U KIIMHUYECKUE OTKPBITHA,
KOMMepYecKre MHTePeCHl, OJTMTHIYeCKi BEI6op. HoBoe
6uosornyeckoe 3HaHUEe 00pasyeT, Iepepacipesesser,
o0beIMHAET U OTNpeZiesisieT HOBble OTHOIIEHUSA MEeXIy
COIIMaIbHBIMU CHWJIAMU, CO3/IaBasi TOYBY Il COMMKEHUS
MHOKeCTBa HOBBIX JUCITUIUINH, TAKUX KaK KJIMHUYeCKast
MeJUIHa, OCHOBHBIE OHOJIOrMYecKre UCCIeJ0BaHuUs,
SMIUAEMUOJIOTHSA, COLIUOJIOTHA, SKOHOMUKA U FOPUCIIPY-
JIeHITUA.

fBneHus 6muoconanbHOCTH, ante [ tteram oTHOCHU-
TeTbHO GOPMYIUPOBKY PabUHOBA, CyIIIeCTBOBAIU BCET-
Ja. Victopryecku anuieMUoIOrnyeckoe Win 61oso-
rudyecKoe MoHUMaHue NHQEKIIMOHHBIX 3a001eBaHUHi
ABJISJIOCH TIOYBOM /I PeOpraHu3aluy YeJl0BeyeCcKuX
OTHOLIEHUN. B KauecTBe akTyaJIbHOT'O IIpUMepa yIIoMs-
HeM maHZieMuio BY, a B MpoIIIoM 3TO ObLIY IIPOKa3a,
MTOIMOMUENUT Wi MasnApua. C 6aKTepruOJIOTHIECKON
peBouttonineii koH1a XIX Beka oOHapyxeHUe OaKTepuii
¥ BUPYCOB CTAJIO IPUYNHOHN ITyOOKUX N3MeHEeHUH B
CTPYKType 0o0IecTBa, ObUTH BBeIeHbl HOBbIE HOPMBI 1
IIpoLielyPEl, CO3aHbl HOBBIE ITIOJTHOMOYHUA. [TonuTnye-
CKas BJIacTb BBesla GOpMBI BMelllaTeJbCTBa B IpaBuIa
COBMECTHOM >KU3HU. DNMUAEMUU YyMbI, XOJEePHl U II0-
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JIMOMUEJIUTA CIIOCOOCTBOBAIM U3MEHEHHUSM B OTHOIIIE-
HUAX MEX/Y JIIOAbMU, TIOABJIEHUIO CTPaxa 3apakeHus,
U30JIA1IUM, 00s13aTeTbHOU HAeHTUGUKAIIMY OOJTBHOTO,
MIPU3HAHUIO €T0 OMACHOCTH /IS OKPYKaIoLIUX, CO3/a-
HUIO CIIeIMAIN3UPOBAHHBIX JIEYEOHBIX YIPEXKJEHUHN U
MIpaBWJI COIUATBHOM 3amuThl. KOHTpO/b TYyOepKyie3a,
cudwirica U MaJIpUX IPUBEJT K HOBBIM CIIOc00aM KOH-
TpoJs obirecTBa. B ciyyae ¢ xosepoit ObUTH BBEeIEHbI
MpaBUIa MeXXHAIMOHAJbHBIX OTHOILIIEHUM, KOTOPBIE B
HUTOTe MeNIaau Ja)Ke TOPTOBBIM OTHOIIEHUAM MeXAY
cTpaHaMH. B cirydae ¢ 9ymoi 6BUTH CO3/IaHBI CIIEI[AAIb-
Hble TpubOyHabl. VcTopus nHGEKIMOHHBIX 3a001eBa-
HUH — 3TO UCTOpUA 6uocornyMa. A Kak ke UCTOPUS
reHeTUYeCcKux 3aboneBannii? [loHATHe, TpeIOKeHHOE
PabuHOBBIM, HABOAUT HA Pa3MbIILIEHUE O TOM, KaKue
bOpMBI COIMATBHOCTUA MOTJTH OB OOHAPYKUTHCS, €CITH
651 5TH 60JIe3HN OBUIM 3aHOBO MHTEPIIPETUPOBAHHI C
TOYKU 3peHUsI TeHETUKU. Kak TOBOPUI caM yYeHbBIH, «He-
CJIOXKHO TIPEJICTABUTh, YTO MOIJIH ObI CHOPMUPOBATHCS
T'PYIITBL [KOTOPBIE BRICTPAaUBAIHCh OBl HA OCHOBE] XpO-
MOCOMBI 17, 1okyca 16 256, mecta 654 376, ajielbHOTO
BapUaHTa ¢ TYyaHUHOBOU 3aMeHOM» %%, BonbHbIE, UX
CeMbHU, IIeJIble TPYIIITBI COOMPAIOTCS BOKPYT OOIIero nH-
Tepeca, 00yCIOBIEHHOTO MyTaI[UAMU, IIPOUCXOAAITUMU
B X FeHeTU4YeCKOM KOJie.

Ha camowm zieste cyiecTByeT MHOT'O IPUMEPOB TOMY,
KaK 'eHeTHKa co3/laeT HOBbIe caMOOBITHEIE 0Opa3oBa-
HUs. AcconManyy MaleHTOB U HaydHbIe coo0miecTBa
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bopMUPYIOTCA HE BOKPYT MEAUIMHCKUX HYXK/, YTO
60 6BI HEOOXOAMMO B OTHOIIIEHWHW MHOTHX 00Je3-
Hell, a BOKpPYT reHeTHYeCKOoro 3HaMeHaTes. MBI nMe-
eM B BUJy Takue 3a00JeBaHUsA AbIXaTeJbHbIX ITyTEMH,
KaK WJUOTIaTUYeCKUH JIeTOYHbIH rbpo3, smdpuzema
JIETKUX WJIN MYKOBUCIIH03. DTH 60JI€3HU TPEOYIOT
MIOXOXKEro JieueHUs B IIaHe pecnupaTOpHOU ¢usno-
Tepanuu, He0O6XOANMOCTH B KMCJIOPO/E, TEPCIEKTHUBBI
Tepecasiky JIETKUX, U BCE K& OHU CIIOCOOCTBOBAIU Hop-
MHPOBAHUIO PA3JUYHBIX COI[HATBHBIX 0Opa30BaHUIMA.
OO6BbsACHEHUE 3TOMY MOXKHO HAaWTH B TOM, YTO IIPOLECC
JUATrHOCTUKU U TeHEeTHUYeCcKas Tepanus CEroJHs y3-
KOHAIIpaBJieHbl HA KOHKPETHOe 3aboseBanue. M3-3a
3TOTO CTaJIa HeMBICJIMMOM Ho30rpadusa, OCHOBaHHAsA Ha
cuMInToMax. [IpornacTs MeXAy 60JTbHBIM TeMobUIHe
Y YeJIOBEKOM C HapyIIeHNEM CBEPTHIBAEMOCTU KPOBH,
C TOYKY 3pEeHUA JUaTrHO3a U MOJIEKY/IIPHOU TepalluH,
HACTOJIBKO )K€ BeJIMKa, HACKOJIbKO JajsieKa reMoprins
oT 3aboyieBaHUs TTOYEK. 3HAHUE T€HETUKU TIyOOKO
M3MEHWJIO CaMo TOHATHE 3abosmeBaHusA. MbI 06 3TOM
y’Ke YIIOMUHAJIH, HO BO3BpaIaeMcs K 3TOH MBICIH.
Takum o6pa3om, pa3yMHO, 4TO JIFOAU, KOTOPHIM Heo0-
XOAWMBI Bce OoJiee clieruaaiu3nupoBaHHbIe CPEACTBA
JUarHOCTUKHU, HallpaBJeHHbIe HA UAeHTUPUKAIIIIO
ux 3ab0sieBaHUs, a TaKXKe JJIs1 pacllO3HaBAHUS HOCH-
TeJell cpefy WIEHOB UX ceMel, WIU JIOAU, KOTOpbIe
BO3JIararoT HaZEXAy Ha MOJIEKYISAPHYIO TepaIluio UX
3aboyieBaHUsA, PaCCMaTPUBAIOT CBOE COCTOSTHHE C Te-
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HETUYECKOM TOYKU 3peHUs 6OoJIblIe, YeM C MO3UILUU
Jie4eHus1, B KOTOPOM OHU HYXal0Tcs. BOT 1 cObIBaeTcst
npeacka3anue [loma PabuHoBa 6osiee yeM ABa/IaTU-
JIeTHEU JaBHOCTH, TO €CTh 3HAHUE TeHETUKU IPUBEJIO
K HOBO MHTepIpeTanuu 3a00J1eBaHUi U K TIOSIBJIEHUIO
HOBBIX «OMOCOLIMANbHBIX» siBJeHul. Terepsb ocTaeTcs
MOHSATH CIIOCOOBI, C TOMOIIBI0 KOTOPBIX JE€HCTBYIOT
3TU HOBOOOPA30BaHUsA, U UX BIUSIHUE HA COI[UATBHYIO
IPaKTHUKY, HA ODUEHTUPOBaHKE OUOTOTHYECKUX U Me-
IVIMHCKUX UCCIe[oBaHui. TakKe, ¢ HAllIEH TOUYKH 3pe-
HU, CIeZlyeT 3a/JaThCs BOIIPOCOM, MOTYT JI OHU UTPATh
3HAYMMYIO POJIb B yCTPAHEHUH UX COOCTBEHHBIX 3a00J1e-
BaHUU [TOCPEZACTBOM IIPOrPaMM BCeob1IIero CKpUHUHTA.
Ho cHavaa He0OX0AMMO IIPUHATH BO BHUMAaHUE POJIb
accolaIuii, cCoro30B ¥ GOH/I0B, HE3aBUCHUMO OT TOTO,
KeM OHU 00pa3oBaHbl — MAllMEHTAMHU, WIEHAMU UX
ceMei wiu mpodeccroHaTaMU.

fBneHna HoBow GuocoLManbHOCTH:
accouuaumm, coto3bl, hoHIbI

HoBas uHTepripeTays 3abo1eBaHN TEPMUHAMU T'eHe-
TUKY cHOKyCcHpOBaia BHUMaHUe 00IleCTBEHHBIX HayK
Ha TOM, KaKMM 00pa3oM WHAUBUJ OCO3HAET CaMOTO
cebs1, uAeHTUGUIUPYET C APYTUMU, OPTAaHU3YeTCS B
T'PYIIB ¥ 00yCIOBIMBAET pacIpOCTpaHeHNe 3HAaHUHN
0 co6CTBEHHOM cocTOosAHUU. [Ipu3HaHue cTaTyca HOCHU-
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TeJi MeHseT OTHOLIeHUA UHJWUBH/A C ceMbel, C 3THU-
YeCKOU I'pynIioyd, K KOTOPOU OH NMPUHAJJIEKUT, U MO-
’KeT MOBJIMATH HA €ro BLIOOP B BOTIPOCE MTPO/OIKEHUS
poza. [eHeTHYeCKOE COCTOSTHUE 3aCTaBJISIET TOAYMATh
0 HOBOU COLIMAJbHOW OpraHU3anny BOKPYT OOJIE3HH,
CTPEMSChH IaTh el olpezeneHre, UAeHTUPUIIMPOBATD
ee, IaTh €M KOJIMYeCTBEHHYIO XapaKTepPUCTUKY U, BO3-
MOXXHO, IIpeJOTBPaTUTh ee. HaumHaeTcs mpotiecc pe-
OpraHu3alyy, B KOTOPOM HECKOJIbKO MHAUBUAYYMOB
MIPU3HAIOT CBOIO TeHETUYECKYIO NJeHTUYHOCTbD, yCTa-
HaBJIMBAIOT OTHOIIEHUA APYT C APYTOM U OPTaHU3YIOT
JesITETbHOCTh, CXOXYIO C IeATeNbHOCTbIO CTPYKTYD,
PYKOBOZAIIMNX UCC/IeJOBAaHUAMU B chepe JUarHOCTUKU
Y Tepanuu — MOJIUTUYECKHEe BJIaCTU, — HO IIpecIeyioT
ele ¥ IPOMBILIIEHHbIE 1 KOMMepYeCKUe UHTEPECHL.
Kpowme Toro, oHU 3aTparuBaroT BOMPOCH 3TUKU OT-
BETCTBEHHOCTH, NCKYCCTBEHHOTO OILJIOZIOTBOPEHUS,
ZIOHOPCTBA AUIEKJIEeTOK U CIIepMBbl, IpeHaTaJbHOU
AUATHOCTUKU — TeMBI, KOTOPbIE JOBOASTCSA 0 CBe-
JeHUS MTyOJIUKY U TPEOYIOT AMasora MeXay pasHbIMU
Ky/JIbTypaMu. TakuM 06pa3oMm, IOCTENNEHHO pa3ABUHY-
JIUCh PAMKHU, BHYTPU KOTOPBIX MOABJISIMCh U CUe3a/TU
accorauu OOJBHBIX U YWIEHOB UXx ceMell. Korga-To
OHM 00Pa30BHIBAIUCH [VIABHBIM 00pa30M BOKPYT TaKUX
mpobsieM, KaK Mpu3HaHue 60J1e3HU, TpebOBaHUEe COIU-
aJbHOU 3allIUTHI, IPOBeleHNEe aKI[1i B3aMOIIOMOIIIH,
a B IIOCJ/IeZIHUE IeCATUIETHS OHU IIepeMeCTUINCh B CTO-
poHY pUHAHCHPOBaHUA, HATIPABJIEHU U OpraHU3aluU
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vcc/leZIoBaHUM. AccollMaliuy BEICTYIIAIOT KaK cobece-
HUKU aKaZleMU4YeCKUX U MTOTUTUYECKUX YIPeXK/eHUH,
BBIIIOJIHAIOT a[IMUHUCTPATUBHBIE QYHKIIUU, B TOM
YrCJIe OCYIIeCTBIAA 6IarOTBOPUTEBHYIO eI TETbHOCTD
WIM Ipeziarasd MOZe/U JedeHus U IIOMOoIU. YacTo um
yZaeTcsa cobpaTh 3HaYUTe/NIbHbIE GOH/BL, Yepe3 KOTOphIe
brHaHCHUPYIOTCA U, ClIe[0BAaTeNIbHO, PerylaMeHTUpY-
foTcsa 6anku TKkaHed u JIHK. OHU opraHu3oBBIBAIN
BCTPEYU 3KCIIEPTOB, KOTOPblEe YCTAHOBUWIN KPUTEPUU
[VIaTHOCTUKU U BO3MOXXHOCTU NTPOGUIAKTUKHU.

KpymnHble accoripanyu, MOSBUBLINECS BOKPYT Te-
HeTUYeCcKUX 3abojieBaHUM, CcTaJlu 0O bEKTOM H3yde-
HHUSA HOBOU COIIMOJIOTMU I'eHeTUYECKOU MeUIIUHEIL.
Hanpumep, ®paniry3ckas accouuaiys ITpOTUB MHUO-
matuu (Association francaise contre les miopathies),
®oHz 60pbOBI ¢ HAC/TEACTBEHHBIMU 3a00/IeBaHUSIMU
(Hereditary Disease Foundation) niu ®onz PXE, usy-
YA 3/1acTUYECKYIO TIceBAoKcaHToMY. OHU cO37amu
IJIOIIAZKY 1T BCTPEY YYEHBIX, YIPEXKAEHU, OUOTeX-
HOJIOTMYECKHUE U TTOJIUTUYECKYEe OpTaHU3alluH, co0o0IIle-
cTBa nmanueHToB. Corrosiory chephl 3[paBOOXpaHEHUS
MOAPOOHO TTPOAHATU3UPOBATIN UX CIIOCOOBI PabOTHI,
CIIOCOOHOCTDH HAaKaIUIUBATh U PaCIpPeeATh PECYPCHI.
Kapnoc HoBac u3 Bios Center mpu JIOHZJOHCKOM IIIKOJIE
SKOHOMWKHU U moauTudeckux Hayk (London School of
Economics)!®, roBops 0 MyTaniuu, IpoUCXojAIiei B
STHUX aCCOIUAITUAX, 00 UX 3HAUMMOU POJIU B YIyUIIEHUN
3I0POBbA U 6J1ar0COCTOSHUS OOJMBHBIX, O BKJIa/le, KOTO-
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PBII OHU IeJTIal0T B paclpocTpaHeHre 61MOMeIUIIITHCKIX
3HAHUH U VX HaKOIUIEHUE, TIPeJI0KUI KOHIEIIUIO
«IIOJIUTUYECKOM SKOHOMUKU HaZleXK/Ibl». Ero r1aBHbIM
Te3UCOM fBJIIeTCA yTBepKAeHHe O TOM, UTO aKTUBHOCTD
accormanui manreHToB CIIOCOOCTBYeT TpaHCHOPMALIIH
«OUOTIOMIUTUKW»; 3TOT TepMUH PYKO 371eCh HUCII0Nb3Y-
eTCA JJIA OIIMCAHUA BXOXK/JeHUA )KU3HEHHBIX ABJIEHUMN
B obnacth nmoautuku B XVII u XVIII Bekax. C Tex mop
MOJIUTUYECKUE BJIACTU, COBMECTHO CO CIelIaIuCcTaMu
13 pa3HbIX obacTel, OT MEeJIMIKOB /10 TPaIOCTPOUTENIEH,
MIPUHUMAIOT Ha ce0s1 OTBETCTBEHHOCTb 32 YIIPaBJIeHUE
’KU3HBIO, YTOOBI MEHATH, KOHTPOJIUPOBATh U PETYIUPO-
BaTh €e C I1eJIbI0 CTUMYJINPOBAaHUA HHAUBHUYaIbHOTO
Y KOJUIEKTUBHOT'O 61ar0COCTOSTHUA .

Tpanchopmanus, mpousomiemiast B XX Beke, MpU-
BeJIa K 3apOXK/JEeHUI0 SKOHOMUKY 3HAHUH, CITOCOOHOM
JleJlaTh UHBECTUIIMU U TIPOU3BOJUTH OOTaTCTBa, BhI-
TTOJTHSASA IMAaTHOCTUYECKYE U TepalleBTUYeCKHe 3aJauH.
MeTo/bl, TIOCPEACTBOM KOTOPBIX aCCOIUAIIUU BXOAST
B chepy OMOTIONIUTUKH, — 3TO MTOCPEJHUIECTBO B 00-
MeHe ONBITOM O 00JIe3HU, CO3/aHe KOJIJIEKTUBHOMN
WIEHTUYHOCTH U MOJUTHYecKas Moouansanusa. HoBac
CKOHIIEHTPUPOBAJI CBOe BHUMaHUe Ha accoluanuul PXE
International, KoTopas CTUMY/IMPYET U3ydeHHE dTaCTHU-
YeCKOM IICEBJOKCAHTOMBI. AccoIialiys Oblla OCHOBaHa
B 1994 roay AByMsi pOAUTENAMH, 0OECITOKOEHHBIMU
MIPpaKTUYECKH MOJHBIM OTCYTCTBHEM WH}OpPMAIINU O
60JIe3HU U CKYZTHOCThIO OMOMEANITMHCKUX UCCIe/I0Ba-
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Huii. [1aTpuk u lllepon Teppu nocJe MosiBIeHUA y HUX
JBOUX JileTel, 60JIbHBIX IICEBAOKCAHTOMOI, 60I€3HBIO,
KOTOpasi XapakTepusyeTcs MopakeHueM KOxKH, I1a3
(BILIOTH A0 CJENMOTHI) U COCYAUCTOM CHUCTEMBI, YTO
MOXKEeT IOBJIeYb PAHHIOI CMEPTh, CO34alu CUCTEMY
OpraHu3alvu U yIIpaBJeHUs AJi CTUMYJINPOBaHUSA UC-
cJleIoBaHUU 0 COBepIIeHUs 3HAYUTETbHOTO IIPOPHIBA.
C/lOBO «3HAQUUTEJNbHBIN» BOILIO B fI3BIK aCCOLIMALINU,
CIIOCOOCTBYIOIINX PA3BUTHIO UCCaeZoBaHUE. OHO 03-
HayaeT He UHBECTUPOBATh B IPOEKTHI C OTPaHUYEH-
HOU IepCreKTUBOM, BHYyIIAIIUE cl1abyo HaZexay,
1, HA00OPOT, MOAAEPKUBATh PEIIUTENbHBIE IIIaTH K
WU3yYeHUIO U peajn3aluy Tepaluu, 4To OyZeT mpea-
CTaBJISATh MEPCIeKTUBY AJis naiueHTa. EcTecTBeHHO,
3TO COOTBETCTBYET MOJIUTHKE PUHAHCUPOBAHUSA, TIPU
KOTOPOU IpeAIIoYTeHNe OTAaeTCA KPyITHBIM IIPOEKTaM,
00s3aTeTbHO JOPOTOCTOAIINM, a He MEJTKUM 1 HeaM-
OUIMO3HBIM. DTO TpebyeT 0COOBIX OTHOLIEHUH C y4e-
HBIM MUPOM, YTOOBI BBISIBUTH HauboJiee «oCTphlie che-
PBI», BBIZIETUTH HauboJiee MepCrieKTUBHBIE, a [JIABHOE,
pe3yJbTaTUBHBIE IIPOEKTHI. 3HaYeHue, KoTopoe PXE
International mpro6pesio B TOJUTHKE MCCIeJOBAaHUH,
MIOATBEPKJAEeTCA OTKPBITUEM B TeYeHHe HEeCKOJIbKUX
set 59 odpucos B 15 cTpaHax. MIHTepecHBIM ABISAETCSA
koMMeHTapuit HoBaca: «/lesiTebHOCTD [Acconiaiiuu
PXE] MoxeT cuuTaThCsA NOJUTHYECKOU B TOM Mepe, B Ka-
KOU OHa 6pocaeT BBI30B TPAJUIIMOHHOMY aBTOPUTETY
MeJWITMHCKUX ¥ Hay4dHbIX Tpodeccuii. PXE opranuso-
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BaJIa caMoe KpyITHOMacIITabHOe SITH/IeMUOJIOTTYeCKOoe
rcciaesoBaHue 60e3HU, cOOUpaeT MeXAyHapOAHbIe
koHdepeHuMH, obnazaer 6ankom JJHK u kpoBH, Ko-
TOPBI ITpe/IoCTaBIAET HaydHOMY coo0bIecTBy». Heco-
MHEHHBIM YCIIeXOM OBLIIO OTKPBITHE T'eHa, ABJIAI0IIErocs
MPUYNHOM 3ab60IeBaHuUsA, U pa3paboTKa AMarHoCTHYe-
CKUX U TepaleBTUYeCKUX IIPOLeCcCOB, KOTOPhIe ObUIN
3aIlaTeHTOBAHBI /I NX 6€CIUIaTHOTO MPeOCTaBIEHUA
C L[eJIbIO IPOBEJIEHUS UCCIeIOBAHUN U JIeYeHN .

MHaye CI0KWINCH OTHOLIEHUA MeXJy AMepUKaH-
CKol accoruanuei 6osesHu KoHaBoH — peKuM 3a-
6oseBaHMEM, paCIPOCTPAaHEHHBIM B OCHOBHOM CpeZiu
eBpeeB-alllIkeHa30B, U YHUBepcuTeToM Maliamu. B aTom
cilydae TOxXe OIpee oM ObUT BKJIa/, acCollUaliuu
B OTKPBITHE I'eHa, IPOBOLUPYIoIero 60se3Hb, HO YHU-
BEPCUTET IIPUCBOWII cebe MPaBo MaTeHTa U CAeJal 10-
CTYIIHBIM TOJIBKO 3 IIaTy 3HaHUS, KOTOPbIe IPUBEIU K
[IVIaTHOCTUYeCKOMY TecTy. Accoliianus, co3ZlaHHas OT-
1[OM OOJIBHBIX /leTel, IVITAHUPOBAJIA, YTO TECT ITOCTYKUT
JUI BBIABJIEHUA HOCUTeNIel 1 YTo OH OyzZieT Ipe/iiaraTh-
ca 6ecIUIaTHO  ITepCcneKTUBOU ycTpaHeHUs 3aboeBa-
HusA. Ha camom zesre 60s1e3Hb K9HIBAH OBICTPO BOIILIA
B «eBpeUCKUH lepeyeHb», IipeiaraeMblid IporpaMMoi
«Jlop Memapum». KoOHQIUKT Mex/y acconuaryei u
YHUBEPCUTETOM OBLT IOBEZIEH 10 CyAa U 3aKOHYUJIICS
HEeKUM I1oZiobreM KoOMIIpoMucca. ITOT cIydai Ipruoob-
pes ocoboe 3HaUYeHHE, B TOM YHC/Ie SKOHOMUYECKOe,
KOT/Ia accoImanys 001Iach TOro, YTOOBI BIUATETbHBIN
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AMepUKaHCKUH KOJUIe[K aKyIIepOB M TMHEKOJIOTOB
(American College of Obstetrics and Gynecology) ctan
PEKOMEH/IOBATD MPe/JIOKEHUE MTPEeA3a4aTOYHOTO TECTa
BCEM IMapaM allKeHa3CKOTO MPOUCXOXK/AEHUSA, YTO B
CIIIA (1 He TOJBKO) NMPaKTUYECKU IPHPaBHUBAETCA K
00s13aTeIbHOMY 00C/I€ZIOBAHUIO, YYUTHIBAS, YTO OTCYT-
cTBUe UHGOPMAILIMU MOXKET ITOBJIEYb OTCYTCTBHE OTIBI-
Ta y Bpaya, HaOozatIero 6epeMenHyo. KaptuHa,
TaKuM 00pa3oM, CKJIabIBaeTcsA HermpocTas. KoHeuHo,
Kak npeaBuzen [Tos PabuHOB, pa3BUTHE TEHOMUKHU
MIPUBEJIO K BaXKHBIM IIOCJIEACTBUAM. MOXXHO TOBOPUTH
0 «OMOOIIeHKe» 3HAHUU U T€HETUYECKUX PECYPCOB.

Bosiona Pabeapu3soa u Murens KautoH eTaabHO
U3y4dwiu GppaHIfy3CKUe acCoIhalluy MalueHTOB U UX
crroco6s! paboThI'*®, OHM XOTeNH MpOoaHaIU3UPOBATh
«MHO)XECTBEHHOCTh GOPM OTBETCTBEHHOCTU», KOTOPBIE
3aBUCAT OT HAIIMOHAIBHBIX, ICTOPUYECKUX U TTPABOBBIX
YCJIOBHH, a TAaKXKe OT 0cOOeHHOCTeH 3ab0eBaHuA. Yue-
HbI€ BBIZIEJISUTH IBe GOPMBI acCOITUAIINI: aCCOIMAIINH,
OKa3bIBaKIIUeE MOAAEPKKY, U acCOIUALNU «OpaTheB
10 HECYACThI0», B 3aBUCUMOCTH OT 3HaUeHUsI, KOTOPOe
OHU TIpUZAIOT 60JbHOMY. B KauecTBe MOKa3aTeNTbHOTO
npruMepa GpaHIly3CKUX aCCOIMALIUN MOXKHO YIIOMSIHYTh
Acconmanuio mapanutukoB ®paniuu (Association des
paralysées de France — APF), B koTopo# ¢ 1933 roga
00beIUHAIOTCS JIFOAU, IIOPAKeHHbIE MTapaJIMyoOM IIpU
MoJINOMUeNUTe. JTa aCCOLUAIMA CETOAHA KOHTPOIUPY-
€T OTZIeJIbHbIE acleKThI JIeueHus 3aboneBanus. Ppan-
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1y3ckas accoruanus muonatuu (AFM), mosgBuUBIIasacs
B 1958 rogy, pacmvpuiia CBOIO MUCCHUIO, IIO3ULIMOHUDPYH
ce6s1 He TOJBKO KaK MPOCTPAHCTBO /11 Pa3BUTUSA KOJI-
JIEKTUBHOM U/IEHTUYHOCTU U TIOMOIIIY ITPU peUHTerpa-
LIMU B 0011eCTBO OOJIBHBIX Y WIEHOB UX CEMeH, HO U KaK
CPeZICTBO BhIHECEHUS TEMBI 00JIE3HU B Iy OJIMYHOE MPO-
CTPAHCTBO IyTeM opraHu3auuu J[Hel U3ydeHUuss MUO-
MIaTUU U BCTPEY CIIEI[UATUCTOB U HEPOheCCUOHAOB.
C KOHIIENTYaJbHOU TOUYKHU 3PEHUSA, POUCXOAUT TIEPEXO]
K accollaTUBHOUM popmMe «60pBLOBI ¢ 3ab0IeBaHUEM»,
TO €CTh aCCOITMAI[UY HE TOJbKO BBICTYIAIOT IUIONA/[Ka-
MU 151 00beIUHEHUS, COMUJAPHOCTU U QUIAHTPOITNU
(accommaruu 6OJBbHBIX), HO U UTPAIOT BAXKHYIO POJIb
B yCTPaHEHUH TATOJOTUU. BoJbHOW caM HauMHAEeT
KOHTPOJIUPOBATh UCCIEJOBAHUA, U €0 COOCTBEHHOE
OTHOIIIEHME K IIPOolleccy CTAHOBUTCS MTpodeccruoHalb-
HBIM. DTa TOYKA 3pEHUS CTaBUT Tal[eHTa B APYTOU Op-
TaHU3AIMOHHBIHN, TPOU3BO/CTBEHHBIN U MOJTUTUYECKUM
KoHTeKcT. DopMUPYIOTCA TaK Ha3blBaeMble lay-expert,
«HempodeCcCuOHANTbHBIE SKCIIEPTHI» JIOH, KOTOPHIE
BBU/Y IIPSIMOT'O MJIU KOCBEHHOT'O MUHTEpeca CTPEMATCS
pacCIIMPUThL CBOU 3HAHUSA B 00J1aCTH OMOJIOTUY U MEZIH-
IIUHBI ¥ BBIOMPAIOT COOECeHUKOB-IKCIIEPTOB, BIUAA
Ha HallpaBJIeHUA ucciaesoBaHuga 'Y,

Brmpouem, acconuaIyy maieHTOB YacTo CTPAZat0T
oT a¢pdekTa «ocHOBaTENSA». VX 1€ATETHHOCTD OTIa’KeHa
HCKJIFOUUTENTbHO Ha OCHOBE H/ieaIbHbIX MTPeCTaBIeHUM
TeX, KTO MX CO3/IaBaJl, ¥ BEIOOD co3/1aTesIel MOXKET ObITh
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KakK B II0JIb3y, TaK U IIPOTHUB KaMIIaHUX MaCcCOBOTO
CKpUHUHTA I10 ITOUCKY HocuTesel. Heob6xoamMo Takke
MIPOZIEMOHCTPUPOBATH UX PEAbHYIO IEMOKPATUYHOCTD
B I1aHe GaKTHUYECKOro yJ4acTUs 4ieHOB (60JbHBIX),
I/le OHU BBICTYTAIOT B Ka4eCTBE Ipe/CTaBUTENEN IS
MIPUHATHSA PENIeHUH U HallpaBIeHUs IeITeTbHOCTH Ha
camMoM 0011eM ypoBHe. YacTo CylllecTByeT MeXaHU3M
repeziavyu MOJTHOMOYNH HanboJiee aKTUBHBIM YIeHaM,
KOTOpbIE HAUMHAIOT 3a/laBaTh MOJUTUYECKUUN KypC.
YuuThIBasi BAUSHUE, KOTOPOE HEKOTOPHIE M3 3TUX ac-
coIfMalMii OKa3bIBAIOT HA Hay4YHbIE U MTOJTUTUYECKUE
KPYTH, a TaKKe, B HEKOTOPBIX CJIyYasaX, UX SKOHOMHUYE-
CKO€ COCTOSTHHE, 3TOT acIleKT IPeCTaB/sSeTCs HeEMaJlo-
Ba)XHBIM. C Halllel TOYKY 3pEHUsI, BCTAET BOIIPOC POJIH,
KOTOPYIO «T€HETHYECKOE COOOIIECTBO» MOXKET UTPATh
TIPU OCYIIECTBIEHUH BhIOOpA CAHUTAPHOM IMOJUTHUKH.
TpyaHo peAicKa3aTh, KAKUM OyZIeT BIUSHUE acCcollra-
I[UH B BOIIPOCE YCTpaHEHUs reHeTUYeCKUX 3abosieBa-
Huii. CMOT'YT I OHU BEIpab0oTaTh OOIIYI0 TEHAEHIIHIO,
ob1re MporpaMMHBIe TOKYMEHTHI, OOITYIO TTO3UIIHIO,
KOTOPYIO MOXXHO OYZIET TIPEAJIOKUTD MTOJUTUKAM U CH-
cTeMe 3/]paBOOXpaHeHUsI, 3a KOTOPOU OCTaeTCs IPpaBo
OKOHYaTEeIbHOTO BhIOOPa?

Kpowme acconpaniuii 60JbHBIX CyIeCTBYIOT aCcCOIIHa-
ITUY PO ECCUOHAIOB, KOTOPBIE IOCTUT/TH BhIAFOTIIUXCS
ycrexoB; HanpuMep, Pong mykoBucnuzosa (Cystic
Fibrosis Foundation) B CIIIA, KOTOpBHIY €XXeTroHO WH-
BECTHUPOBaJ B 6a30Bble U MEIUITMHCKHE UCCIEOBAHUS
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JeCATKY MWUIMOHOB ZI0JIJTAPOB M OCHOBAJI OOIIECTBO
TepaneBTudeckux ucciaegopanuii (CF Therapeutics).
BMecTe OHM IOCTUT/TM BHYIIUTEIbHBIX Pa3MEPOB U BO3-
MOXXHOCTH TIPEZCTaTh Mepes IMUPOKOH MyOJTUKOM.
Cero/iHs 3TO OpraHU3aIuu, CITIOCOOHBIE OCYIIECTBIISTh
JeATENTbHOCTD MMOJTUTUYECKOTO JIOO0H, a TaKXKe OpUEH-
TUPOBATh UCCIEA0OBAHUSA U CTAHOBUTHCSA MapTHEPAMU
YaCTHBIX NMPEeANPUATH, paboTamonux B chepe aua-
THOCTUKU U Tepanuu. OHU MOTYT BECTU II€PETOBOPHI
C HayYHBIMU OOIECTBAMHU, COCTOAIINMHU, KaK MpaBU-
JI0, U3 CIIEINAJUCTOB, MEINKOB WU UCCIeJOBaTENEH,
U BJIUATH HA UX BbIOOP. OTHOIIIEHU MEXKAY accollua-
[UAMU CIENUAIUCTOB, HAYYHBIMU aCCOITMALIUSAMU U ac-
COLMAIIMSIMHU TTAIIUEHTOB, WIN HEPOdEeCCUOHATBHBIMU
accoIanusIMU, MOTYT He ObITh TaApDMOHUYHBIMU. BhIBa-
10T, KOHEYHO, ¥ UJWUTMYECKUE CUTYaIluU, B KOTOPBIX
COTPYAHUYECTBO MPOTEKAET IIAZIKO, HO CIYYAIOTCA U
TpeHUs, KOT/la KaXKjasi OpraHu3alys OTCTauBaeT co0-
CTBEHHYIO aBTOHOMUIO%,

MbI He cTaHeM 3/lech aHaJIU3UPOBATh BCe aclek-
ThI, KacamolIlrecsa accoluanuii, coro30B U GOHJ0B, HO
IJIaBHOE — 3TO MOMBITATHCA IOHATD, CIIOCOOHBI I OHU
WUrpaTh posib B YCTPAaHEHUM reHeTH4YecKHx 3aboseBa-
HUH. /[Be acconanii B CBOUX IporpaMMax 3asBUIN
O BBITIOJTHEHUH 3TON GyHKIMU: GOH/ CTMHATBHON MBI-
meyHoi arpoduu Claire Heine Foundation u KauaBaH
(Canavan). llespto 3TUX accolUaIu, yIpeKAeHHBIX
poauTensiMu O0IbHBIX, OBUIO UMEHHO UAEHTUDUITPO-
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BaTb I'eH, OTBETCTBEHHBIN 3a pa3BUTHeE 3a00IeBaHUs,
U pa3paboTaTh TECTHI AJI JUAaTHOCTUKU HOCHUTENEH.
Ho pa3sBe marveHTy UHTEPECHO, KAKUM 00pa3oM ero
3aboseBaHue OyzeT ycTpaHeHO? Ha mepBwIi B3IIAL
HET, YYUTHIBAsA, YTO ET0 OCHOBHOU IIPOOJIEMOI SBIAETCS
MIpU3HAHWE ero COCTOSTHUSA, €r0 COIUATbHBIX U MEe/U-
IIMHCKUX HYX/, IOCTYII K JIEYEHUIO U MIOUCK TePaITuu.
Pa3paboTKa cTpaTeruu CKpUHUHTA HAaCENEHUSI MOXET
MIPOTUBOPEYUTH MHTEPECAM TaIMeHTa, ecau GOHABI
IIepeOpPHUEHTUPYIOT HallpaBIeHHE CBOEH JIeATETbHOCTH,
IIEHTPOM KOTOPOM OH SIBJISIETCSI, U HAIIPABAT PECYPCHI
Ha MpeAoTBpalleHue 3ab60JeBaHUA JIOEl, KOTOPhIE
elle He POAWINCH. BOJbHOM CTPEMUTCS TOBBICUTH I[€H-
HOCTh COOCTBEHHOTO OITBITA, KaK CIelyeT U3 U3yIEeHUS
T'PYIII «CaMOIIOMOIIK», YTO MOXET 000TaTUTb MeU-
IIUHCKOE BUIEHVE PA3BUTHUS IPOIECCOB WU HCCIIEe-
JIOBAaHUH, KOTOPBIE YAIOBIETBOPWIN OBl TOYKY 3pEHUS
TarMeHTa, HO BPS/ IV JIMYHBIHN OITBIT CMOXXET OTPA3UTh
HeOOXOZAMMOCTh yCTpaHeHUs 3abosieBaHus. biuskue
POACTBEHHUKHU MMAI[MEHTOB 3aMHTEPECOBAHBI B KACKA/-
HOM CKPUHUHTE, YTO YIIPOCTUJIO OBl UM T€ HETUIECKYIO
KOHCYJ/IBTAILIMIO U IOCTYII K TECTY, HO OHU MOT'YT OBIThH
MaJio 3aMHTEPECOBAaHHBIMY B PACIIUPEHUN ITOU Tep-
CIIEKTHBBI Ha BCE OOIIECTBO, YTO JIEXKUT 3a MpeJeIaMu
TECHOTO Kpyra ceMbU. DTHU NPOOIeMbl OOBACHSIOT
BO3/lep)KaHUe acCOI[UAIMU MalMeHTOB OT MPUHATUA
Ha cebs IaBHOM pOJIM B YCTPAaHEHUU COOCTBEHHOTO
3abosieBaHUA.
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PeecTpbl 3a60neBaHUsA, 61M0OAHKM

Hawmbosee mokasareabHBIM IIPUMEPOM «OUOCOIIHATBHO-
CTHW», Ha MOW B3IJISI/, SIBJISTIOTCS PEECTPhI 3a00/1eBaHUA.
Peub uzieT 06 MHCTPYMEHTAX, HEOOXOAUMBIX /IS TTH-
ZEMHUOJIOTUYECKOT'O ICCIEI0BAHMSA, YTOOBI YCTAHOBUTD
pacIpoCTpaHEeHHOCTh WM YaCTOTY BCTpe4aeMOCTH
3abosieBaHUs. PeecTphl MO3BOJAIOT pa3pabaThBaTh
MOZIeJI UCTOPUY Pa3BUTHUA OOJI€3HU, YCTAaHABIUBATD
KPaTKOCPOYHBIE U I0JTOCPOYHbIE TeHAEHINY, 3bdeKT
OT HOBBIX JJUAaTHOCTUYECKUX WJIU TepamneBTUYeCKUX
MIPOIIECCOB, BHITIOJHATD PAaCYeThl OOIIECTBEHHOM CTO-
umocTu. VX 11eib — cobuparth AaHHbIE, KaK IPaBU-
JI0 061IMeE, O MalMeHTaX, HO OHU TPEOYIOT CIOKHOTO
ynpaBieHus. MoxxeT mokKa3aTbCcsi 6aHaNbHBIM, YTO
1epBOi IPobIEMOT, C KOTOPOU CTAaJTKMUBAETCS TOT, KTO
KOHTPOJIUPYET PEECTp, ABJAETCA YCTAHOBJIEHUE CAMUX
KpUTEpHUeEB olpeeneHus 3aboneBanus. Kaszanocs Obl,
4YTO 60JIBHOM — 3TO HOCUTENb MyTaluii. Ho reHeTnka
yCIOXKHAET KapTUHy. Kak MBI yKe BUZeNU, He Bcerza
HOCUTETb MyTallul IPOABJIAET CUMIITOMBI, XapaKTep-
HbIe 111 3200IeBaHUS; MOTYT OBITDh CTy9au, CIUTAOIIU-
ecs aTUITUYHBIMU, a HEKOTOPbIe 3a00/IeBaHUSA UMEIOT
MHOXXeCTBO HIOQHCOB. PellleHUe MTOCTaBUTh KJINEHTY
AUarHo3 (HaKJIEeUTh Ha HETO SIPJbIK OOJIBHOTO) JIUIITh
OTYACTH ABJAETCA HAYYHBIM, U 3TO MpaBa, 4To Gop-
MUPYIOTCA BCE HOBblE KOMUCCUU, KOTOPBIE JOJIKHBI
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(3aHOBO) YCTaHOBUTDb KPUTEPUHU IIOCTAHOBKY [arHO3a.
MoeKyIIpHOMY WU T€HETUYECKOMY 3a00/IeBaHUIO
ellle CIOJKHEE ZIaTh OIIpe/ie/IeHre, ¥ OHO He MOXKET ObITh
CBE/IEHO K 00JIE3HU OJHOTO «IeHa» WIH MOJIEKYJIBI.
JlaHHBIN apryMeHT MOXKET [T0Ka3aThCA JaI€KUM OT UH-
Tepecyoleil Hac TeMbI, HO COBEPIIIEHHO OYE€BU/IHO, YTO
YTOOBI PENINUTD, ZO/HKHO JIM TO WIK UHOe 3aboieBaHIe
OBITH YCTPaHEHO, MBI JIOJI’KHBI Y€TKO MPEACTaBIATD,
YTO MBI XOTUM YCTPAHHUTb: COCTOSAHNE CTPAZaHMs WK
yCJIOBHE TEHETUYECKOI0 «pUcKa»? TakuM o6pasom,
peecTp 3ab0/ieBaHUA MOXKHO IIPEACTAaBUTh KaK 30HY
COIIPSDKEHUS HAYYHOTO ¥ aIMUHUCTPATUBHOTO HHCTPY-
MEHTa, HO OH YYHUTHIBAET aCIEKThI, KOTOPhIE UMEIOT
MHOT0 00IIIero ¢ caMUM IIOHATHEM 3aboseBaHud. DTO
0OBSCHSIET, TOYEMY HEKOTOPBIE COLMOJIOTH B 00IaCTH
MeUIIMHBI ITBITAJIHCh PEIIUTH ITPO6IEMY OITpeZieIeHUS
3a00JIeBaHMsI, IEPUOANIECKH OMUPAsICh HA HETOYHOCTH
SKCIIEPTOB, C TOCTOSTHHBIMU PEAAKIIUAMU, KaK eCTU Obl
OHU BUZien 60Jie3Hb Yepe3 06beKTUB ¢ Aruadparmoi,
KOTOpas OTKPBIBAETCA U 3aKPhIBAETCS, PACIIHUPSIET
oTIpeZieJIEHHE U CyXKaeT ero’?’. DTo MOXKeT IMOKa3aThCs
HayYHOU HETOYHOCTbHIO, HO HEOOXOAMMO IIOMHUThH, 4YTO
60J1e3Hb — 3TO He TOJIbKO Hay4YHOE OIpeZieieHe, 3TO
COIIMaNbHBIM KOHCTPYKT.

Peectp 3aboneBaHus AOMKEH OBITh TAKXKe UHCTPY-
MEHTOM yIIpaBjieHUA 3[0pPOBbEM U TPOTPaMMUPOBAHUA
WHBECTUILINH. MBI MOJIM OBI CTOJKHYThCSI, © OTYACTH
3TO y>Ke CIIYYUJIO0Ch, C TapaloKCaIbHBIMU CUTYalIUAMU.
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[TanueHTHl ¢ HeOOJBIINM KOJIHUYECTBOM CHMIITOMOB
CcOlIMaNIbHO 3allUIleHbl, TOCKOJbKY OHU ABJSIOTCS
HOCUTEJISIMU MYTAIUU, a €CTh MAIUEHTHI C TIKETBIMU
CUMIITOMaMH, C TIOPaKeHUAMHU TeX Ke OPraHoB, HO OHU
He COOTBETCTBYIOT KPUTEPUAM, COIJIACHO KOTOPBIM UX
COCTOSHUE CYUTAETCA FreHeTUYEeCKUM 3aboeBaHUEM,
a TIOTOMY OHHM He MOTYT UMeTb HUKAKOMN COIMaTbHOMU
moAAiepXKKU. TakuM 06pa3oM, TIOATBEPKAAETCS ITPEATIO-
JIO)KeHUE O TOM, YTO HOBas TeHeTU4ecKass MHTepIpeTa-
111s1 3a00IeBaHKs yCTaHABIMBAeT HOBbIE OTHOIIEHU,
U YTO OOILINI reHeTUYeCKUI 3HaMeHaTe b e iCTBUTEb-
HO /IaJl HOBOE OTIpe/ieieHre HOBBIM OMOCOITUATbHOCTSIM.

PeecTpbl 3a60/1€eBaHUSA MTOSBUINCH PA3HBIMU Ty TSIMU
Y C pa3HBIMU LiesiAMU. KpyIiHbIe peecTpsl, HallpuMep,
ceBepoaMepUKaHCKUU peecTp MYKOBHUCIIU/03a, KOH-
TPOJIMPYIOTCA 10 JUYHOYW nHUIMaTuBe CeBepoaMe-
pUKaHckoro ¢poHZa MyKoBUCHHA03a. OHU peecTpPh
MTOSBUJINCh KaK MHCTPYMEHT MO3HAHUA AJI1 HAyYHBIX
0011IeCTB; APyTHE ABIAIOTCA PECYPCOM CUCTEMBI 37Ipa-
BOOXPAHEHUsI, TO3BOJIAIONINM BIaZETh SITUAEMUOTIOTH-
YeCKOU CUTYyallreH 1o onpeieIeHHBIM 3a00/IeBaHUAM.
YToOBI KOHTPOJIMPOBATD PEECTP, HEOOXOAUMO CO3/]aTh
“HGOPMAIMOHHYIO IIEMTOYKY, KOTOpasi HAYMHAJIACh OBl
C 3ampoca paspellleHus malreHTa Ha c6op ero mepco-
HaJIbHOU, TeHETUYECKOU U KIMHUYEeCKOU nHpopMa-
IIMH, a 3aKaHYMBaJIach CIOXKHBIMHU CTaTUCTUYECKUMHU
Moze/IsIMU. Bce 3TO JOKHO HaXOAUTHCA 110/, MOIITHOM
3alUTOU JaHHBIX, KOTOpas obecrieurBasa Obl MaIueHTy
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aHOHUMHOCTb ¥ BO3MOXKHOCTh 3a6paTh HHGOPMAIHIO
0 cebe, KOT/ZIa OH 3TOTO 3ax04eT. 3al[yTa MpaB Maiu-
€HTOB Ha COXPAaHHOCTh TeHETUYECKUX JaHHBIX ZI0DKHA
O6BITh abcotoTHOM. Ha aTy TeMy paspaswiachk OypHas
JIVICKYCCHSI, BBUIMBIIASICS B PSiZl IPABOBBIX HHUIUATHB
Ha HaI[MOHAJbHOM U HaJHAIIMOHAJbHOM YPOBHE II0
cbopy, XpaHEHHUIO U PacpOCTPaHEeHHIO JaHHbIX, Kaca-
IONUXCSI TeHEeTUYeCKUX 3aboeBanuii. [eHeTUYECKHUE
JaHHble 06aZat0T crieliudUKOM, KOTopas ZielaeT X
0COOEHHBIMU U 3aCTYKUBAIOIUMH 0c0b60TO obparie-
HYs1. Bo MHOTHX cTpaHax ObLIN YUPEXK/EHbI «TapaHThI»
COXPaHHOCTH TaKUX JaHHBIX. OZIHAKO roCcy1apCTBO MO-
’KeT TT0JIb30BAThCS BBICIIIUM IIPaBOM 3HAHUsA, BILUIOTD ZI0
BBe/IeHUS 00513aTeIbHOTO cO0pa HEKOTOPHIX JaHHBIX.
Hazio mpusHaTh, 4TO JiA peAKUX 3ab60oeBaHU JUIIIb
CyI[eCTBOBAHUE PeeCcTpa MO3BOJISET BHITIOIHATh CAaHU-
TapHOe MTPOrpaMMHPOBaHUE U JOJTOCPOYHYIO OI[EHKY
KayecTBa jeyeHus. /lymato, YTO CAOKHAs CUCTEMa,
OXBaThIBAIOIIasl KaK HAyYHO-IOPUANYECKOE TIPU3HAHKE
3abosieBaHMsA, TaK U CIIOCOOBI cOOpa U XpaHeHU JJaH-
HBIX, [IpeZiCTaBIsIeT cO60M MOzieb 6MOCONATBHOCTH,
KOTopas 3acaykuBaeT 6ojee TTybOKOro U3y4eHU.
CTOpOH, 3aMHTEPECOBAHHBIX B CO3[aHUU PErucTpa
(Tak Ha3bIBa€MBIX CMelikx010epos), CETO/HS MHOTO: 3TO
Y TIaIMEeHTHI, ¥ aCCOIMAIINH, U HayIHbIe COOOIIECTBa,
U YIpEXKAeHUs, a TaK)Ke pa3HOTO pojia McCIefoBaTenn
¥ KOMMepUYecKre KOMIIaHuu. [TocieIHUX UHTEpecyeT
MOHMMAaHUe TUIOTHOCTHU «PBIHKa» JJIs UX TPOAYKIIAH.
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KoHe4yHO, UMeHHO bJ1arogaps MOsBJIEHUIO PEECTPOB
MBI 3HaeM, CKOJIbKO TTAallUEHTOB UMEIOT peZiKue 3aboJie-
BaHUsA; MBIl MOXXEM C/leJIaTh UCTOPUYECKOEe CPaBHEHUE
TOrO0, YTO 60JIE3Hb MPeACTaBIIsAIa HECKOIBKO JeCATH-
JIeTUM Ha3aj, U TOT0, UYTO OHA MPe/CTaBJIAEeT CETOHS;
MBI MOXXEM TI03BOJIUTH cebe OlleHUTh 00IeCTBEHHYIO
CTOMMOCTD 3a60JIeBaHUA U /IeJIaTh BaKHbIE POTHO3BI C
TOYKHU 3pEHUS CUCTEMBI 3/[paBOOXpaHeHMsA. Bo MHOTHX
CJIydasix AeatoTcs MOMBITKY 00beIMHEeHNA HaZIHAITNO-
HaJIbHBIX PEECTPOB B MUPOBHIE, B ITIOATBEPXKAEHIE BaXK-
HOCTU TeHeTUYeCKOM UIeHTUYHOCTH, TIpe/iCTaBIAoIIe
001N 3HAMeHAaTeb.

fIBNeHMe HOBOM OMOCOINATBHOCTH BEIPAXKEHO TaKKe
B dopMuUpoBaHUU 6MO0OAHKOB, B KOTOPBIX C LIEJbIO U3Y-
YeHUsA coOUparoTca KIeTKH, 61oorndecke o6pasibl
wiu JHK mamreHToB. YacTo MMEHHO acCOIIMAIINM I1a-
I[EHTOB OPTaHU30BBIBAJIN UX U IIPEAOCTABJISIIN JOCTYII
K 06pa3ijaM /Jid IMOoUcKa HOBBIX IMarHO30B U BHUZIOB
Tepamnuuy, He Ipecaeays KaKoTro-T160 5KOHOMHYECKO-
ro MHTepeca. YpaBieHre 61MoOaHKaMU IOJHUMAET
HOBBIH PsAZl 9TUYECKUX U IPAaBOBBIX IIPO0GIEeM, MBI 3TO
BHUZlesd Ha IpuMepe O6ose3Hu KaH3B3H. 37ech BaXXKHO
MOJYEPKHYTh, YTO PeYb UZAET 00 OHOM U3 CIIOCOOOB,
C TIOMOII[bI0 KOTOPOT'O MTAIIEeHTHI ¥ X aCCOIMAIUN MO-
T'yT 33/1aBaTh HAIIPaBJIeHNE UCCIe0BAHNN MHCTUTYTaM
WM OMOTEXHOJIOTMYECKUM KOMITaHUAM U KOTOPBIH Zle-
JlaeT UX aBTOPaMH MCTOPUH OT IIEPBOTO JIUIA O CyZAbbe
cobcTBEHHOTO 3a00IeBaHUS.
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[eHeTuKa coobuyecTBa
BcemupHomn opraHunsayuu
3[lpaBOOXpaHeHus

«'eHeTHKa coobrecTBa (community genetics) [...] —3To
HCKYCCTBO U HayKa OTBETCTBEHHOT'O U PEATUCTUYHOTO
MIPUIOKEHUSA TeHETUKU U TeHOMUKU Ha YpOBHE Ha-
CeJIEHUS U TOATPYIII Ha 6J1aro KaK MOXKHO OOJIbIIIETro
KoJIM4ecTBa 4eoBek. ObsacTaMu 0co60ro MHTEpe-
ca SIBJITIOTCS TEHETUYECKUW CKPUHUHT, TeHeTHYecKas
nHbOpMaIus, AOCTYIl K TEHETUYECKUM YCIyraM U UX
Ka4yeCcTBO U MpeA3av4aTOYHOE JIeueHUe, IPUCYTCTBUE
reHeTUKU B 6a30BOU MeAUIIMHE, TeHeTUYeCKHe pee-
CTPBI, F€HETHUKA /IS HE3aIUIIeHHBIX TPYTIIT HaCeTeHUA,
obliecTBEHHBIE OOCYKAEHUs, a Makice 3nUdemMuUOoI02U-
yeckile, IKOHOMUUECKUE, NCUXOCOUUAIbHbLE, AMudecKue
u npasosvle acnekmol»°. Takum obpaszom, 3Ta HOBasg
JYCIMIUIMHA OXBAaThIBAeT OOIIUPHBIM KPyT IpobeM,
BO3MOXKHO, ellle He UMEIONUI YeTKOTO OIpeaeeHus,
HO O KOTOPOM MMeEeTCsI YeTKOE MHTYUTUBHOE TTOHUMa-
Hue. OHa mopa3yMeBaeT BBeJeHe 3HAHUM O TeHETUKE
B cdepy obIecTBEeHHOro 3paBooxpaHeHusa. C aTUMU
npegnoceuikamu B 2007 rogy coszasanach CETb UCCIe-
JoBaTesNel U3 pas3HbIX AUCIUILUIVMH, YbU MTEPBBIE IIArU
6bLTH omHcaHbl y Jleo I1. TeH Kate. O4eBUAHO, YTO ObUTU
HeoOXOUMBI U IPYyTHe ompeaeneHus !, oTobpaxaro-
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IIMe MPOIECC, CYTh KOTOPOT'O COCTOUT B CTPEMJIEHUH K
JIETUTUMU3AIUY IPUCYTCTBUS TEHETUKU B TIEPBUYHOM
nedyeHun. Ho Takke cyiecTByeT 06€CITIOKOEHHOCTb, UTO
HOBOPOXKAEHHOU AUCIMUILINHE AaeTCd U HEraTUBHOE
olpeziesieHYe, el HaBsI3bIBAETCS TO, YEM OHA He SBJIAETCS
Y He X04UeT OBbITh: OHA He /I0JDKHA OTPAaHUYMBATHCS KJlac-
CUYECKOM reHeTUYeCKOM KOHCY/IbTallue MHANBUAYyMa
(w1m maphl), HO TIPU 3TOM OHa He ITpecyeayeT SKOHOMU-
YeCcKUe WK eBTeHUCTUYECKUE 1ENTH, He LMeem UeJlbH CO-
KpaTUTb BCTpeYaeMoCTb 3aboyieBaHus (IpeZ0TBpaIiaTh
pOXKZeHUE); OyAYIN UCKITIOUYUTETHHO UHCTPYMEHTOM
CUCTEMBI MTyOJIUYHOTO 3/[paBOOXPAaHEHUS, OHA XOUET
CTUMYJINPOBATh CO3HATENIbHOE MPOODKEHNE pojia, He
HCKJTI0Yasti, OJHAKO, IPEBOCXO/ICTBA COI[UATbHBIX MHTE-
pecoB. [IoCTOSTHHBIE TIOIBITKY OIPEAETUTh COOCTBEHHYIO
TEPPUTOPHUIO, HEYETKOCTh IPAHMUI], UCTOpUYeCcKas OJIv-
30CTh K €BI'€HUKE U PeIBaPUTETHHOE BOBJIEUEHHE ITHU-
YECKOHM TOYKH 3PEHUS XOPOIIIO 0603HAYAIOT TPOOIEMBI,
CBsI3aHHBIE C UHTEPBEHIINEN TeHETUKY B OOIIeCTBEHHOE
3[paBOOXpaHeHNe, TIIAaBHOU 1€TbI0 KOTOPOU SBJISAETCS
co0JTI0/IeHrIe UHTEPECOB BCEX CTOPOH.

TeHeTHYecKass MPOUIAKTUKA — ITO CKOJIb3Kas J0-
POXKKa, ¥ XOPOIIIO, YTO IMEPBbLIMHU CBOU CTPAXHU OOCYASAT
9KCIepThl. Kak MblI y2Ke BUZEIN, UMEHHO Hay4HbIE CO00-
mecTBa Hanbosiee pOOKO PEKOMEHAYIOT CTPATETUH IIPO-
brtakTUKY. [T0I0KUTETHHBIM MPEIOKEHUEM SIBJITETCS
TIOBBIIIIEHE OCO3HAHHOCTH PENPOAYKTUBHOTO BHIOODA,
MpeZiocTaBieHe HCTPYMEHTOB, YTOOBI MHAUBUAYYM
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WJIY ITapa MOIVIY IIPUHATD PellleHNe, OCO3HABAasA, OZHAKO,
YTO 3Ta 3aZa4da He U3 Jerkux. [lokazaTelbHbIMU ABJIA-
IOTCA [TOCTOSTHHBIE KosleOaHUA MeXX/y BMelIaTeIbCTBOM
WHAWBUyYMa WIK ITaphl ¥ BMELIaTeIbCTBOM IIOJIUTUKA
3apaBooxpaHeHus. [IpaBza B TOM, YTO HU OJJHO BMe-
1aTeJIbCTBO IOJUTUKU 34PaBOOXPAaHEHUsA HE MOXKeT
oboiiTrch 6e3 HaHeCceHUs STUYECKOTo BpeJa: B penpo-
JYKTUBHOM reHeTHKe TOT GaKT, 9TO POXK/AAeTCsI MEHbIIIe
OOJIBHBIX JIIO/IEH, Ipe/ICTaBIAeT HACTOAILYIO IIEHHOCTD,
1 3TO HEBO3MOXXHO OTPHULIATh.

B 1991 roay sxcnepTsl, npuBaedyeHHble BO3 gia
aHa/IM3a CUTyal[y BOKPYT TeHEeTUYeCKUX YCIYyT, OKa-
3BIBa€MbIX B €BPOIIENICKOM pervuoHe, OTMEeTHUIN PakKT
60JIBIIOr0 pa3HOOOpa3usA NPEeANOKEHUN YCIYT CKPU-
HUHTa ¥ TOBOPWIM O MOZlesIu TajacceMuu B Vtanrumn
u Ha Kurmpe, o 6one3nu Tes — Cakca, moguepKUBas
He00XOZMMOCTh BMEIIaTeIbCTBA HAa YPOBHE HACeIeHMU .
[To-BUANMOMY, JOKYMEHT He IPUHUMAJ BO BHUMaHUe,
YTO IIEPBUYHAA reHeThueckas mpodriakTuka (crmocoob-
CTBOBATH POXKEHUIO MEHBIIETO KOJTUYECTBA OOTBHBIX
JIoZiell) aHasoruyHa ApyruM dopmMaM nIpodUIaKkTUKU
npu 6epeMeHHOCTH, HanpuMmep, npuem ¢oaneBoi
KUCJIOTBI /IJIT YMEHBIIEHUA PUCKOB MalbbopMarui
IUIO/Ia, BHYTPUYTPOOHAA MAarHOCTHUKA CUHApPoMa JlayHa
U T. 1. OZHOMU U3 TeX, KTO IOATIMCHIBAJ JOKYMEHT, ObLIa
BepHazeTT Mozesnn, nMeBIIasi 60JIbIION OMBIT PpabOTHI
B IIOJIEBBIX YCJIOBUAX B AHIVIMU U TI0O MUPY II0 TIPeJoT-
BpaleHuo O6ose3Hel remorniobuHal2. Mogesn 6yzer
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peAaKTOPOM IoC/IeAyoIero JokyMmeHTa BO3, Ha 3TOT
pa3 B OTHOIIIEHUU peTuoHa BocTouHoro CpeairzaeMHO-
MODBbs, KOTOPBIA OyzeT onybaukoBaH B 1997 roay u
HMMETDb COBCEM AIPYTOE coZiepKaHue. TaM ToOuKa 3peHUs
OyZeT ABHO MOJUTUYECKONW U aHTPOIOJOTUIECKOH,
€ZIMHCTBEHHBIM HallpaBJeHueM OyzeT TpobHUIaKTHKA
6ose3Helt reMoriobuHa, HO OyZIeT cZieJlaHa OTOBOPKaA,
YTO BMENIATENbCTBO MIOBJIEYET CTOJTKHOBEHUE C ITOHS-
THEM CTPYKTYPhI CEMbH, TOCITOZICTBYIOIUM y HaceJIeHUS
paccMaTpUBaeMbIX CTpaH. ByzieT BeIpakeHa MmoAgepiKKa
HeOoOXOAMMOCTH YCJAYT TEHETUKU COODIIecTBa, CIo-
COOHBIX TVTyOOKO B3aMMO/ZIEMICTBOBATh C aHTPOITOJIOTH-
YeCcKUM cybcTpatoM. Bo MHOTHX OJIM)XHEBOCTOYHBIX
CTpaHax IepcleKTHUBa 005A3aTeNbHON MPOGUIAKTUKHI
nmpuemieMa, Kak U 3TU4YecKas pPOJib MOJTUTHUYECKUX
U PEJTUTHO3HBIX BiacTel. Peub TOKa He BeAETCA O
MepCIIeKTUBE HOBBIX T'€HETUYECKUX COOOIIECTB, elne
He TOSIBJIAIOTCA OPraHU3allUU MMallueHTOB, KOTOPHIE
MoAZEePKaIu OBl IPOrpaMMBI TI0 3aIIUTE COOCTBEH-
HoTrO 3710poBbA!3. Tem He MeHee, BO3 pekoMeHAyeT
BBe/leHHE TeHETUUYECKUX YCIYT, 3a/ladeil KOTOPHIX,
ITOMHUMO IpoYero, 6yeT CTUMYJIUPOBAaHUE KaMITaHUN
10 YCTPaHEHUI0 TeHEeTHYECKUX 3aboeBaHui. [Ipeziio-
’KeHHasi MOJieJTb — 3TO IEPBUYHOE JIeueHUE, «MePHI,
COKpalaIne BCTPe4YaeMOCTh reHETUIeCKUX 3a00-
JIeBAaHUM — 3TO IPEUMYIIECTBEHHO OTBETCTBEHHOCTD
yCJIYT 110 TIEPBUYHOMY JIeYeHUI0». VIMEHHO Ha 3TOM
YPOBHE JIOJKHBI UAEHTUDUITMPOBATHCA CEMbU U JIFOH,
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KOTOPBIM TpebyeTcs TeHeTUYeCKass KOHCYIbTallys.
JloKyMeHT moZi[poOHO paccMaTpPUBAET BOIIPOCHI, CBSA3aH-
HBI€ CO CTPYKTYPOU CeMbU, MHOT'O/IETHOCTHIO, POJIBIO
’KEHIIIUHBI ¥ ee HAanOOJIbIIIEH TIOABEPKEHHOCTH KJIeiiMe-
HUI0: «HecMoTps Ha TO 4TO [...] 06a cympyra siBISIOTCSA
HOCUTEJISIMU, TpobieMa 0OBIYHO BOCIIPUHUMAETCS TaK,
Kak ecau Obl OHA MCXOAWJIA OT XKEHINUHHL. [...] Heob-
XOJUMBI CTaTUCTUYECKHE JaHHbIE O YaCTOTe Pa3BO/I0B
Me3K/y ITapaMH C TTOBBIIIEHHBIM I'€HETUYECKUM PUCKOM
B perroHe BoctouHoro Cpeiui3eMHOMOPBS».



5. 3a aHTPONONOrnto
reHeTU4YeCcKou
NpoPUNAKTUKM

JlecaTtb Te3ncos

[Tpob6sema reHeTUYEeCKOU Mepegayu 3aboeBaHUM
MpeZiCTaBIsIET COOOM TOUKY IMmepecedeHus dTUIECKOU
COCTaBJIAIOIIEH, TEXHUYECKUX BO3MOXKHOCTEM, UH/Y-
BUIyaJIbHBIX CBOOO/ U leMOorpapuIecKOl MMOTUTUKH 4,
CuTyalys BOKPYT 9TOU TeMBI lajieKa OT paBHOBECHS, B
Hel ITOCTOSIHHO HaOJII0AAI0TCA U3MEHEHNA, B OCHOBHOM
MTPOUCXO/AIINE BCIECTBUE PACIIUPEHUA HAyYHbBIX 3HA-
HUH U TEXHUYECKOTO IIporpecca. Mbl He IUTaHUPOBAIU
BECTH JOKTPUHEPCKUE TUCKYCCUH, HE XOTETU IIOAHUMATD
TEeMY 3TUKU PENPOAYKTUBHOI'O BEIOOPA, MBI JIUIIIb ITPE-
JIOXKWTH UICCTIEIOBATH TAKYHO KOHKPETHYIO, aKTYaJIbHYIO
Y IBHYIO IpO06JIeMy, KaK BO3MOKHOCTh YyCTPAHEHUS T'e-
HETHUYECKUX 3a00J1eBaHUH, TEP3AIONIHUX YETOBEYECTBO.
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[Topa3uTenbHbIe yCIIeXy MOJIEKYAAPHON 6HOIOrun
Y TeHeTUKU IIPUBEJIU K NOABIEHUI0 HOBOW ITapaJIuTMbl
6MO0aHTPOIIOJIOTUY U MTO3BOJIAIOT OOBACHUTD CETrOJHA
MHOXeCTBO OMOJIOTMYEeCKUX ABJIE€HUH reHeTUYeCKUMHU
TepMHHAMU, 3HaYUTEIbHO YMEHBIIUB BeC OKPYKalo-
IIUX U COLUATBHBIX YCIOBUN. BBUTM OTKPBITH THICAYU
MOHOT'€HHBIX 3200JIeBaHUM, TO eCTh 00YCIOBIeHHBIX
MyTalUAMU, IPOUCXOAAIIMMHU TOJIbKO B OJHOM I'eHe, U
B HacToslllee BpeMs MBI pacliojaraeM TeXHOJOTUAMU
JUIA UX IMarHOCTUKU U JIJI TIOUCKA HOCUTe Iel, 4TO AB-
JIIeTCA pellnTeIbHBIM IIaroM Ha Iy TH K UX YCTPaHEeHUIO.
Y>ke npeJIIpUHUMAIOTCSA MONIBITKU JUAarHOCTUPOBATh U
IpeZIBU/IETh [TOJIUTeHHBIe 00JIe3HU ¥ MTHTEPIIPETUPOBATh
C TeHeTUYeCKOW TOYKU 3peHUA B3aUMO/IeliCTBUE MEXKIY
OpraHU3MOM U OKpy»Katoleli cpezioil. Takum obpasom,
Oyzyiiee cTaHOBUTCA 6oJiee CI0KHBIM.

MBI paccMOTpesTd UCTOPUYECKU 00YC/IOBIEHHBIE CU-
Tyaluu 3a MoCJIeIHUE AeCATWIETHA, KOT/la pacluIipeHue
3HAHUU MMOCTAaBWIO UHAUBUAYyMa, BCE HaceJIeHUE U
MTOJTUTUKY 3/[paBOOXPaHEHU Tepe/] BO3MOKHOCTBIO U
HeoOXOUMOCTBIO BhIOOpA. PaccMOTpeHHBIE TPUMEPHI
CTaJIA KJIaCCUYECKUMU, OHU XOPOIIIO IEMOHCTPUPYIOT,
KakK oIpeieJIeHHbIe PellleHUs CIeI0OBAIN COBEPIIIEHHO
Pa3HbIMU ITyTSAMH, TIPEX/e YeM ObITb TPUHITHIMU.

YcTpaHeHUe reHeTHYEeCKUX 3aboeBaHul (MOXKHO
CKasaThb, BCEX) — 3TO peajibHasd IepCIeKTHUBa, OHA
CTaBUT *KUBOTPEIEeNlyIHi BOIIPOC STUYECKOTO U COLIU-
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aJbHOTO MopsAAKa: HeoOXoArMa JIU UX TPOdUIaKTHKA?
Bompoc, Ha KOTOPBIM MBI IOCTapaeMcsi OTBETUTD, —
JIOJDKHO JIU 3TO OBITh 3ajlauyeil CAaHUTAPHBIX CIYXKO,
TO €CTh 0ObEKTOM IMOJUTHUKU CUCTEMBI 3/[paBOOXpa-
HEHUs, WU K€ 3TO PelleHHe JTOKHO OTHOCUTHCSI K
chepe MHAMBUAYATbHON aBTOHOMUM? MBI BCce BpeMs
HCKaJIU TIpele/IeHTHI B TpOGUIaKTUKe NHPEKITUOHHBIX
3aboieBaHUM, ABJISIONIENCA MOZIETbIO, HA KOTOPOM OC-
HOBaHa COBpeMEeHHasl CUCTeMa 3/I[paBOOXPAHEHUS, HO
MBI TaK)Ke BBISICHWIH, YTO IIpobieMa yCTpaHeHUs Ha-
CJIeZICTBEHHBIX 3a00/IeBaHUH CYIIECTBEHHO OT/INYAETCA,
MTOCKOJIbKY OHa CBsAA3aHa C 3TUKOU IPOAOJIKEHUS Pojia U
¢ Mpo6JIeMOU OTBETCTBEHHOCTH TIepe/t OyAyIIUMU ITOKO-
JIEHUSIMH, TO €CTb C yHJaMEeHTaTbHBIMH 3TUIECKUMU
BoImpocaMu 06 obpa3ze Xu3HU. [I03TOMY MBI XOTUM
ITIOrOBOPUTH 00 aHTPOTIOTEHOMHYECKOU TOUKE 3PEHU.

II

Ha Moti B3/, CyIIecTBYeT MPOTUBOPEYNEe MEXKIY
HcCIeloBaTeIbCKUMU IIPOrpaMMaMU, HallpaBieHHbI-
MU Ha IIOHCK JIeYeHUA TeHeTUIeCKUX 3a00IeBaHul,
¥ TIpOTPaMMaMH, 1LIeJIbI0 KOTOPBIX SIBJASAETCS UX IIPO-
dunakTrka. ApyalilinM IpUMepoOM 3TOTO ABJIAIOTCA
VHUIIUATUBEl, CHUCKABIINE OOJIBIIYI0 MOMYIAPHOCTD
(8 Utanum, Hanpumep, Telethon), koTopsie cobupator
BHYIIWTE/JbHbIE CyMMBI, HallpaBjisgeMble Ha UCCIe/0-
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BaHWe TeHETHYECKUX 3a00/IeBaHU, HO MaJo CPEZACTB
HaIPaBJAAIT Ha UHGOPMAIIUIO O BO3MOXXHOCTH UX
npodunakTuku. CylecTBYIOT THICAYM TreHeTUYEeCKUX
3aboseBaHUM, U KaXXZ0e TpebyeT MHAUBUYaTbHOTO
HU3ydeHUus, IpeX/e YeM, BepOATHO, IIEPEeUTH K Tepa-
MUY, B TO BpeMs KaK JIOCTYITHbIE CETOAHSA TEXHOIOTUU
MOTJIM OBI MMO3BOJIUTh AUATHOCTUPOBATH MHOXKECTBO
M3 HUX OZIHOBpeMeHHO. OTTaJIKMUBasCh OT OaHAIBHOTO
3ab0pa KPOBU WIHU JJaXKe 110 06pa3Ily CIFOHBI MBI MOXKEM
OTIpe/IeNTUTh HOCUTENIEH 1eCATKOB 3a00IeBaHUM U WH-
dbopmupoBaTh 0 pucKe Ux nepegayu. Cie10BaTETbHO,
CErofiHs MOXKHO IIPEYMHOXHUTH TO, YTO OBLIO CeTaHO
JJ11 KOHTpoJA TamacceMuu Ha Kunpe wiu B Utanum.
OpHako HabIoZaeTcst HAMepeHHOe cZiepXKUBaHUe ITpo-
1lecca repeziayu 3Toro 3HaHUA. [loka OHO OrpaHUYEHO
y3KOCIelMaJlu3upoOBaHHbBIMU yUpPEXKAEHUAMU U Majio
pacrpocTpaHsaeTcs Aaxke B MeAUIMHCKOU cpeze. Ero
pacrpocTpaHeHue OCYU[eCTBIAETCS IO MAaKCUMYMY
M0 KOMMepPYeCKUM KaHajaM: yepe3 J1abopaToOpuy,
npeJaraole reHeTUYeCKUN TeCT /JIS BBIABJIEHU
HocuTesel. [To cpaBHEHUIO ¢ KOJIMYECTBOM ITPOEKTOB,
peann3yeMbIX KIMHUKaMU U UCCIeZ0BaTeNAMU, MIPO-
rpaMM I10 TpodIIaKTHUKE OYeHb Maso. U 3To yAuBIAeT,
YYUTHIBASI OTHOCUTENBHYIO JIETKOCTh U OBICTPOTY, C KO-
TOPBIMU YZaJI0Ch ITPAaKTUYECKU CBECTU Ha HET Tajacce-
Muto uiny 6ose3Hb Tes — Cakca B COBEPUIEHHO Pa3HbIX
COIIMAJIbHBIX, KYJbTYPHBIX U 3TUYECKUX YCI0BUAX. Ha
doHe pacTyliero nmpejaoxkeHus KOMMep4YeCcKHUX reHe-
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TUYECKHUX TECTOB IIPOT'PAaMMBI, IPOBOANMBIE CUCTEMOM
00IIeCTBEHHOTO 3/[paBOOXPaHEHUs, UMEIOT MaJbli
pe3oHaHC. BO3HUKAET OIlyIllleHre, YTO Ues 3aKI0ue-
Ha B paCCMOTPEHUU BHIOOPA TEHETUYECKOT'O TECTA KAK
BOIIpOCA TMYHOTO XapaKTepa, a He KakK O0IecTBeHHON
1[eJId, @ PBIHOK TpebOyeT aubepasbHON reHETUKHU, BbI-
JIBUTasl BECOMBIE apPTYMEHTHI B €€ MOAAEPKKY.

III

YeMm 0O6bACHAETCA HeXelaHUe NMOAHUMATh TeMy BO3-
MOXXHOCTH yCTPaHEHUA TeHeTHYeCcKUX 3ab0eBaHuii?
[TpodunakTrka reHeTUYECKUX Ooe3HeN KacaeTcs BO-
mpoca obpasa XKU3HU. EBreHnka, cJIoBHO NpU3paK, Co-
IpoBoXJaeT ee. [IoMelleHHasA Ha COLJMATIbHBIN IUIaH,
TeOpHUA HACJAeACTBEHHOCTU IPU3HAKOB UMeJa paspy-
IIMTeIbHOE Havyaslo, OAHUM U3 ITITaBHENIIINX 3IeMEeHTOB
KOTOpOro ObLIO TpeGoBaHMe ITpaBa/Aora rocyjapcTsa
BMEIINBATHCA B HAC/IeACTBEHHbIE 3a00IeBaHUs WU
B reHeTUYeCKHUe XapaKTepUCTUKU HaceleHus. EBre-
HU4YecKue Teopuu ['asbToHA OBUIM SKCIUIULIUTHBIMU U
COEMHAIN POXKAAIIIYIOCA TEOPUIO 3BOJIOLIUY BUOB
(TanpTOH 6BLT BOIOPOAHBIM OpaToMm JlapBuHA!) ¢ pOXK-
Jarolierca Teoprel FreHeTUKY YesloBeKa. Ved ceneknuu
U1 COBEPIIEHCTBOBAHNUSA YeJI0BeYecKoro pojia He O6bu1a
HOBOM, OHa BbICKa3bIBasIach elle [taToHoMm (B Auaiore
«Pecmy6ivika»), a 3amem 8 mom will UHOM 8ude no8mo-
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PANACL HA NPOMAXCEHUU 8eK08 BIUIOTH /IO HAIIIEr'o COBpe-
MEHHOT'0 TpaHCT'yMaHu3Ma — T€OPUH, BhICTYIAIOIeN
3a COBepILICHCTBOBaHUE YeJ0Be4eCcKor pupojsl. Veq
BMeILIATEIbCTBA BJIACTEN C LIeJIbI0 HEZOMYIIEHN COI030B
MEXAY JIFOAbMU C FTeHeTUYEeCKUMU HapyILIEHUAMU JaxKe
He NpUHA/JIeXXUT CTOPOHHUKAM eBreHuku. Ob11ecTBo
IIPENATCTBOBAJIO GpakaM MeXy SIIWIENTHKAMU elle B
XVIII Beke. TakuMm 06pa3om, eBreHuka ['ajbToHa — He
YTO MHOE, KaK HOBasA pOpMyINPOBKA aHTUYHOMN TEOpHUU,
ZIpyTroro OH He Ipe/Jjarai.

MBI 10/KHBL IPU3HATD, YTO B KeJaHUU IIPOU3BO-
JVTHh Ha CBET IIOKOJIeHUs, CBOOOHEBIE OT Ooe3Hel,
MPUCYTCTBYEeT yTONMNYeCKUH aseMeHT. [Ipobiema B
TOM, YTO 3TO XKeJlaHUe MOKeT JJOUTH /10 IePCIeKTHUBHI
YJIy4IlleHUs YMCTBEHHBIX U GU3NUeCKUX BO3MOXKHOCTEMN
4yeJ0BeKa U AUCKPUMUHAIIVMU JI0[ell, HapoJAoB, pac,
ABJIAIOIINXCA HOCUTEIAMU IIPU3HAKOB, paclieHNBaeMbIX
Kak fedekTHbIe. lea BMelIaTesbCTBa B TeHETUKY /1A
SMIMPUYECKOT0 UCIPABIEHUA «CTUXUNHOW» CKIIOHHO-
CTU IPUPOJBI CO3/IaBaTh HECOBEPIIEHHBIX CYIIECTB WU
CYILECTB C «HeXKelaTeJIbHbIMU» IPU3HaKaMU IIPUIIUIA OT
CKOTOBOZIOB U 3eMJe/iesIblleB. [aIbTOH He BUZe]I HU4ero
HEHOPMAaJIbHOTO B TOM, YTOOBI IPUMEHUTH UX METO/BI K
4eJyIoBeKy. B cymHocTH, peys I1a 0 TOM, YTOOB BEpHYTh
YyesIoBedYecKoe CyleCTBO B JIOHO IIPUPO/BL, HA 3TOT pas
Cc Mpo4YHOI Hay4yHoU 6a3oii. Crpoenue /JHK uenoBeka
Y pacTeHU He oTInYaeTcsd, U 3TO, BUAVMO, He BBI3bI-
BaJIO coxajleHud HU y JleMoKpuTa, HU y JIyKpenud.
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TakuM 06pa3oM, 3TO 3HaAHWE YXOAUT KOPHAMU TITyOOKO
B uicTopuio. Ho Teopusi ['anibToHa — He GHOIOTHYECKasd,
oHa buomeTpudecKasa. ITO CTaTUCTUKA U MaTeMaTHKa,
IIpUMeHsAeMas K YeJI0Be4YeCKOMY HacCeJIeHUI0, TEOpUs,
3apogusiiadca B XVIII Beke ¢ mosgBIeHUEM HAYKH Je-
Morpaduu. VccieroBaHrue 3aKOHOMEPHOCTU U KOJIU-
YeCTBEHHAaA OLleHKa pa3sBUTHUA JIIOACKOI'O HaCeJIeHUA
CO3/lalI0T caMO IOHATHE HaceJleHUuda. YesroBe4yecTBO
COCTOUT U3 IIpaBUTeel U NMOAJaHHBIX, U OTHOLIEHUS
MeXAy HUMHU 60Jiee He PETYTUPYIOTCSA TI0 TPAHCIEHEH-
TaJbHOU Mozenu. JItoAckoe HaceleHue MOAYNHALTCA
3aKOHaM CaMOM IIPUPO/bI, YIIPABIAIOIINM ABUKEHUEM
wiaHeT. [Tog 6MoMeTpuel, MpUMeHEHHOH K F'eHETHUKE,
IoZpasyMeBaeTcs IIOHMMaHue IIPOLeCcCoB epejayu
IIPU3HAKOB OT IIOKOJIEHUA K [IOKOJIEHUIO B PAMKaX OZJHO-
ro Hapoga. HampasiieHue fesiTeTbHOCTH 1TabopaTopuu
eBreHuKHu ['asibToHA B JIOHZIOHE BIOC/IEACTBUU OYZAET
OTIpefIeNIATHCA CKOpee CTaTUCTUKAMU, HexKestu brosiora-
MM B 0b61acTu reHeTUKU. [TepBbIM OyzeT Kaps [TupcoH,
OZIVH U3 OTIIOB-OCHOBATEJIEN COBpEMEHHOM OMOCTaTH-
cTuku. 3a [IupcoHOM noceyeT Apyroil BIAAIOMNKCS
ctaTucTUK — PoHanbz @umiep. Ho korga peyb uzieT o
CTAaTUCTHKE U O HaCEeJIeHVH, TO B3IVIAJ HAa YeJI0BEYECTBO
TpebyeT HeKOM OCMBIC/IEHHOM ZIeITETbHOCTH, KOTOPOH,
cortacHo ['asbTOHY, ¥ OBUT IOUCK MaTEMATUIECKUX 3a-
KOHOB, PETyJIMPYIOLINX HaC/lIeACTBEHHOCTD IIPU3HAKOB,
YTOOBI ITIOMEIIATh Mepeayde TeX, KOTOPble OH CYUTAN
JlereHepaTUBHBIMU.
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HoBpble reHeTHYECKHEe TEOPUU HEM30eXKHO Ieperuie-
JIMCh C TEOPUSAMMU JieTeHepaliy, BIiepBble CHOPMYITH-
poBaHHBIMU B cepeavHe XIX Beka benezgukToMm Mope-
seM. BeIo OB UHTEPECHO y3HATh, I0YEMYy UMEHHO B
cepeauHe XIX Beka, ITIOYTH OZHOBPEMEHHO, Ha3pelu U
6bUTH cPOPMYIMPOBAHBI TEOpUS lereHepaliu, Teopus
3BOJIIOIIVU U TEOPUA F€HEeTUYeCKOM Iepeayu IpU3Ha-
KOB. OHM IOABWINCH HE3aBUCUMO JpYT OT Zpyra, HO UX
BCTpeYa I0JIOKUIa Hadyalo €eBreHUYEeCKUM TEOPUAM
XX cronetuda. Toraa Hay4YHbIE OTKPBITUS II03BOJIMIN
CO3/jaTh HOBYIO [IOYBY /I TEOPUI, KOTOPBIE y3Ke [0 3TO-
r'o UMeJIX MECTO B UICTOPUU YeJI0BEYeCTBa, BEPOATHO,
OTpakas yTOIMYECKYIO IIOTPeOHOCTD, CBOHCTBEHHYIO
IIPUPOJE YEeTIOBEKA.

IV

He >xesmas m3beratb CTOJKHOBEHUSA C TEMOW €BTeHU-
KU, MBI paCCMOTpeJIH ITpo6eMbl, KOTOpble MOTYT, TaK
CKa3aTbh, OTHOCUTHCA K 00J1aCTH HETaTUBHON eBreHU-
Ku. Bce KpuTuKY 1nbepasbHON eBreHUKY, HaYnHasA C
XabepMmaca, IpU3HAIOT, YTO YCTpaHeHUe 3a001eBaHuA
ABJIAETCSA, C 9TUYECKOU TOUYKU 3peHHs, BOIIPOCOM, He
MMEeIOINM HUYero obIiero ¢ mTO3UTUBHOU eBTeHU-
KO, I1eJIb KOTOPOU COCTOUT B CeJIEeKI[UU IIPU3HAKOB
ZJ11 COBEpIIeHCTBOBAHUSA YeJ0BEYeCKOr'o CyIlecTBa
WY B MCIIOJb30BAaHUU I'eHETUUECKUX TEeXHOJIOTUN
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JJIsT BBEZIEHUS YeJI0BEYECKOMY CYIIECTBY JKeIaTelb-
HBIX IIPU3HAKOB. HO Bce YTOYHSIOT, YTO HeraTUBHAasA
eBreHHKa [0KHA OTPAaHUYUTHCSI TPOQUIaKTUKOM
TsKEJBIX 3a00/IeBaHUM, YTO TIOAHUMAET Ipo6IeMy
IIpesiesIoB, KOTopas ycyry0JseTcs, Korga HeoO6XouMo
HCITOIb30BaTh CAHUTAPHBIE CTPATETUU U TOJUTHUKY.
['me ocTraHOBUTBHCA? Kak yCTaHOBUTH, YTO Ta VI UHAS
60Jie3Hb JOCTATOYHO TS’KeJa, YTOOBI B OTHOIIEHUU
Hee ObLIa IpUMeHeHa IIporpaMMa 10 YCTPaHEeHHUI0?
OTH BOMIPOCHI POXKJAIOT CIIOP O MEPEHOCUMOCTH 6OJIH,
CTpaZiaHuii. DTO CKOJIb3Kas IOPOXKKa, 0COOEHHO KoTZia
pedb UET O ellle He POAUBIIUXCS JIIOAAX.

He >xemnaTb poxxzeHUA OONBHBIX IeTell — 3TO WH-
JVIBUZyaJbHBIA BBIOOP, XKejlaTh YCTPAaHUTh 3aboseBa-
HUe — 3TO COLMaJbHBIN BOIIPOC, KOTOPHIH TpebyeT
MIPOBEeJIeHU IleJIeHallpaBJIeHHOM IMOJTUTHUKU. B KITMHU-
YecKOU NpaKTHKe WK B chepe reHeTUYeCKOH KOHCYIb-
TallU MBI CTAJIKUBAeMCA C JIIOAbMHU, ABIAOUUMUCH
HOCUTENIMU COOCTBEHHBIX LIEHHOCTEMN, TI0O9TOMY Ode-
BU/IHO, YTO JI000M NPUHYK/JAIOIIUN OAX0Z, J0IKEH
OBITh UCKJIIOYEH. DKCIePT-KOHCYAbTAHT He JO0JIKEeH
HaBA3bIBATh CBOIO TOYKY 3PEHUSA WIN COOCTBEHHYIO
aTUYecKylo nosuiuo. Ho gomyckatoTes au couuaib-
Hble IeHiCTBYA, 3a/laueli KOTOPHIX ABJAeTCA yOexKAeHHe
HaceJIeHUA MIPUHATH yYacTHe B IPOrpaMMe TeHeThde-
CKOT'0 CKpMHUHTA? M0oXXHO 6BLI0 OB cZies1aTh IpobieMy
paZiuKaJIbHOM’, IOCTAaBUB ee MeXAY ABYMA MOJIAPHO
MIPOTUBOIIOIIOKHBIMY HU/IESIMU: C OHOM CTOPOHBI — T'e-
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HeTU4YeCcKUH 1ubepannaM, KOTOPHIH BEICTYIIAeT 3 UH-
AUBUAYATbHYIO CBOOOAY BEIOOPA CTATh POAUTETIEM;
C APYyrol — uHTepec obIiecTBa UIU rocyapcTBa B
ycTpaHeHUM 3a00eBaHUM, IPEACTABIAIONINX OO0Jb-
IIyI0 collMaabHyIo mpobiaemy. TOT, KTO IOAAep:KUBaeT
nrbepaTbHYIO TEHETUKY, IPUBETCTBYET JIIOOYI0 MHU-
I[MaTHUBY, TO3BOJIAIOINLYI0 00eCIednuTh BO3MOXKXHOCTD
WHIVBUAYYMY WIU NIape IPUHUMATh pelieHue (Conuo-
JIOT B 06J1aCTU MeIULIMHBI HAa3bIBAIOT 3TO aHITIMHCKUM
TepMUHOM empowerment (rmosHoMmouus. — [Ipumeu.
nep.)). B ux rmasax yBenndyeHue o6bemMa uHbopmanuu
MO’KeT UMeTh JIMIIb IT0JI0KUTENbHYI0 olleHKy. Ho korga
nHbopMalya HeJOCTyIIHA AJid IOHUMAaHUA, CUCTeMa
3/[paBOOXpaHeHUs JOKHA CO3/]aTh YCIOBUA, CIIOCO0-
CTBYIOIIL[MIE ee BOCIIPUATHIO, IPUYEM OHa JI0JDKHA JleIaTh
3TO, He BBIpaXKas KCILUIUIUTHO CBOETO CYXX/JeHUA 00
VHAWBHyalbHOM BeIOOpe. MHOrue ucciaejoBaHuA
MIPO/IEeMOHCTPUPOBAJIU, KaK COLIMATbHBIN, STUUECKUN
Y KYJIBTYPHBIY KOHTEKCT BIUAET Ha pellleHue notTpebo-
BaThb [IPOBeZleHUs TeHeTUUEeCKOT0 TeCTa WIN IPUHATH
IpeJJIo’KeHNe O ero MpoXoXKAeHnU. B aTom banance
MeX/y UHAUBUAYAIbHBIM IPABOM IIPUHATHUA PelleHU
Y IPUHY>K/alollell BJIacTbi0 CUCTEMBI 3[paBOOXpaHe-
HUA (rocyzapcTBa) cTpeska BecoB MOXKeT 3aHUMAaTh
MIPOMEXYTOUHOE TIOJIOXKeHUE, BO3MOXKHO, C HeOOJIb-
IIMMU OTKJIOHEHUS MU B Ty WIN UHYIO CTOPOHY. Poib
CHCTEMBI 3Z[paBOOXPaHEHHUs MOTJIa OBI OBITH CBeZleHa K
MUHHUMYMY: K KOHTPOJII0 nHopManuu (Ha3oBeM 3TO
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3aIIUTON MTOTpPeOuTeNA), K KOHTPOJIIO KayecTBa Ipej-
JlaraeMbIX YCIyT. DTO HeOOXOAUMO, YYUTHIBAsA, UTO CY-
11eCcTByeT 3aMeTHas aCUMMEeTPHUA BO3MOXXHOCTHU U CIIO-
COOHOCTH MOHMMATH 3Ty UHGOPMALIUIO MEX/Y TEMH,
KTO ee IIpeZjiaraeT B YaCTHOM ITOpAJKe, Y TEMU, KTO ee
3amnpamrBaeT. OulyTyUB Ha cebe TAXKeCTh [TOC/Ie/[CTBUM
3TOU aCUMMeTpPUH, HayJHble COOOIIecTBa U UX XKypHa-
JIBI 3aHSUTH TIO3ULIHIO, aOCOMOTHO MMPOTHUBOTIIONOKHYIO
IIPAMOMY IIPEAJIOKEHUIO FTeHETUYECKUX TECTOB II0Tpe-
6uTesnio. B HEKOTOPHIX C/Iy4asax CAHUTAPHBIE BIACTU
HakJIa/JblBajlu OrpaHU4YeHusd, Kak npousounuio B CIIA
B oTHolleHuu koMnaHuu 23andMe. Ho Bo BpeMeHa,
KOT/Ia TeCTHI IIpe/yIaraloTcs Yepe3 MHTEPHeT, a 00pasIibl
KPOBU WJIU CJIIOHBI MOT'YT IIEPEBO3UTHCA [IOYTOBBIMU
c1y:x6aMy, HEBO3MOXXHO BO3BECTHU HEINPeoJ0IMMbIe
6apbepbl. PaKTHUYECKU MPEJIOKEHNA TeHETUIEeCKUX
TECTOB B CETU MHOXXATCA, U OHU He IToAJIeKaT HUKAKOMY
KOHTPOJIIO.

Ha mpoTHBOMOI0KHOM MOJIOCE HAXOAUTCS pelleHre
O I[eHTPaJU30BAHHOU CTpATEeruu CUCTEMBI 3/IPaBOOX-
paHeHUsA (rocyZlapCcTBEHHOM) MO paclpoOCTPaHEHUIO
TeHEeTUYEeCKOI'0 TeCTa C IeTbI0 TPOUIaKTUKU TeHe-
TUYeCKOoro 3abosieBaHusA, BIUIOTh /10 BBeZleHUs 0bs3a-
TEJIbHOT'O TeCTUPOBAHUA. DTO JleJIaeTCsA TOCPEACTBOM
BMeIlIaTeIbCTBA B CTPYKTYPY CEMbU, OTPAaHUYEHUS
SHZOTAaMUHU B MYCYJIbMAaHCKUX CTpaHax, 3alpeTa Ha
Opaku MeXAy JIOAbMU, HAaXOAAINMUCSA B TPYIIIE PHU-
CKa, B OOIIMHAX OPTOZOKCATbHBIX €BpeeB, peKOMeH/a-
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LMY IPOMWTH TeCT Ha BBIABJIEHNE HOCUTEA, KaK Jesal
[wuit XII, 9TOOBI IPeJOTBPATUTD TSKEJIbIe 3a00IeBaHMS.
C TpyZOoM nmpuHMMaeMasa HaceJeHUueM, LIeHTpaanu3o-
BaHHasA CTpaTerusd, «CIylieHHad CBEpXy», UMeja OLHO
ZIOCTOMHCTBO — pellleHre OPraHU3allMOHHOI'0 BOIIpoca.
1 foCTHXKeHUA 3asABIeHHOU LeJIu — COKpalleHUs
POXKZAEHUA OONBHBIX JIIOAEN — CAaHUTApPHBIE U PEJU-
TMO3HbIE BJIACTHU JODKHBI OBUIM IIPOAYMAaTh OpraHU-
3alMOHHbIE UHCTPYMEHTHI, OLIEHUTH YEeJIOBEUYECKYIO
Y DKOHOMHYECKYIO CTOUMOCTS, 3aaThCA BOIIpOCAaMU
aTuku. OHU He MOIJIU ToJlaraThbcs Ha phIHOK. C 3ToH
TOYKU 3peHUs, IpeobazaeT BugeHue 60Ie3HU KakK
COIIMAIbHOTO yIep6a, KOTOPBIA MOXXHO MpefoTBpa-
TUTb, U UZiesd TOTO, YTO I'OCYZapCTBO BIIpaBe 3alllUIaTh
WHTEepeChl OYAYIINX MTOKOJEeHUM.

OZHAaKO CyIIeCTBYIOT U IIPOMEXYTOYHbIE YCIOBHUSA,
HallpUMep Ipynmbl (3THUYECKUe, peIuTuo3Hble, Co-
I[UaJbHbIE), KOTOpble IPU3HAIOT CBOIO FeHEeTUYEeCKYIO
WJIEHTUYHOCTD ¥ MOTYT C IIOJTHBIM ITIPABOM OTCTanBaTh
ee. Oco3HaBas NOBBIIIEHHBIN PHCK Iepejadyul CBOUX
HacJeACTBEHHBIX 3a00eBaHU, OHU aBTOHOMHO pas-
pabaThIBalOT CBOU CTPATETUY IPOPMIAKTUKU.

Peub OmIATH JKe UZET O CXeMaTU4eCKOU WUTIOCTPAIUU;
B CJIO’KHOM OOITIECTBE YPOBHU B3aUMOZEUCTBYIOT MEXKIY
co00¥i, 3HaHU IUPKY/IUPYIOT, IO3TOMY JIy4Ille He paccy-
’KJaTh aOCTPAKTHO, 8 UHTEPIIPETUPOBATh OKPY>KAOIIIYTO
Hac ZeiCTBUTEJIbHOCTb.
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vV

VicTopudeckue MpUMeEpPHI IEMOHCTPUPYIOT HaM, YTO
MeXaHU3Mbl IPUHATHUS PeIlleHNs Pa3BUBaINCh Pa3HbI-
MU MyTAMU. B mocneaHye AecATWIETUSA CTPATETUHU 110
npoduIaKTUKe TaJlacCeEMUU M JpeNaHoIUuTo3a ObLIN
MoZZiep>KaHbl TOCYZapCTBOM, BILIOTh 10 IpuobpeTe-
HUS JUPEKTUBHON KOHHOTALWU. [0CyZAapCTBO PEIINIIO
pacrnpocTpaHsaTh UHGOPMAIIUIO U CO3/IaBaTh CIYKOBI,
YTOOBI TAPHI ZIeJIaJTU I0-HACTOSIIIIEMY OCO3HAHHBIH BBI-
60p. OFHAKO MOYKHO 3aMETHUTH CYIIECTBEHHYIO PAa3HUIILY.
Ha Kumnpe nporpamMmma 6blIa pacCUMTaHa Ha YETKOE
IIOHMMaHHe HaceJeHUeM OMacHOCTH 3aboseBaHUA,
Ha paclpocTpaHeHWe MeAUIMHCKUX 3HAHUMN, TTOJTY-
YEeHHBIX B COTPYAHUYECTBE C aHTJTUHUCKOM MEIUITUHOM,
Y, HAaKOHeIl, Ha U3MeHEeHNEe OTHOIIEHUSA IPAXKJAHCKUX
Y PEJIMTHUO3HBIX BIacTel K mpobsieme. VicTopusa KOH-
TpOJIS TajacceMuu B MTaiuu pa3BuBaiach, CKopee,
Ha collMajbHOM rmouBe. OHa Havajach 110 MHUIMATUBE
TaKuX uccienoBareneli, kak CWIbBECTPOHH, BhAHKYU
wiu Kao, KoTopble, COBMECTHO CO CBOMMHU KoOJLIera-
MH, paboTanu «B MOJIEBBIX YCIOBUAX», 0Opamaicek K
MECTHBIM COI03aM, He HaXO/AIIMMCA 110/ yIIpaBJIeHUEM
CHCTeMBI 3[paBooxpaHeHusa. CKpUHUHT HOCUTEJIS Cpe-
MU3eMHOMOPCKOM aHeMuH B VTanuu He OB BEIOOPOM
I[EHTpaIN30BaHHON MOJUTUKU. OH ObUT pe3yTbTaTOM
pacrpocTpaHeHHs B 00IlecTBe MPOIlecCcOB, IPUHHUMa-
e€MBbIX HaceJeHUueM U IOAJAePKUBAaeMbIX HayYHBIMHU
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coobIecTBaMU U MECTHBIMU MTOJTUTUYECKUMU KpyTa-
Mu. Ho, Kak MBI y)Ke YBUZENIU, 3TO TPOUCXOAUIO B Ty
HMCTOPUYECKYIO 3TIOXY, KOT/Ja HabJIIoAaINCh U3MEHEHUS
CTPYKTYPBI CEMbU U /la’Ke PETUTUO3HBIX B3TJIAZI0B B
palioHax, IrZe MPOYHO YKOPEHUJIOCh KAaTOJUYECTBO.
Ha HeznaBHel kKoHdepeHIIMU B TpeBU30 — OZHOU U3
MOCJNeJHUX, TZe A MPUHUMaJ ydacTue, — AHTOHUO
Kao oTcTavBas HeAMPEKTUBHBIN XapakTep KaMIIaHUH,
npoBoguMou Ha CapAVHUY, KaK pe3yIbTaT COLAIbHO-
r'o y4yacTus, a He [esTeIbHOCTA CAaHUTAapPHOMN MOJUTU-
KU, XOTsI OHa OKa3sajia MOAEePKKY, 110 KpailiHel Mepe,
paspemiuB pacimupeHve UHGOPMaIUOHHON CeTH U
yIpollleHUe 0CTyIa K TeHeTUYeCKoOMYy TecTy. byayun
apaZiIuIrMoM, pUMep ¢ TajacceMuel yka3blBaeT Ha Cy-
IeCTBOBAHUE Pa3INYHBIX MyTeH OCYIeCTBIEHU IIPO-
rpaMM. YcTpaHeHue 6one3nu Tes — Cakca MPOXOAMIIO
COBEpIIIeHHO MHaye, KaK M0 COI[UaJIbHOMY KOHTEKCTY
OYeHb TeXHOJIOTU3UPOBAHHON MeAUIIUHBI, TaK U IO
STUKO-PEUTHUO3HBIM YCTOSIM B TPYyIINax, Ha KOTOphIe
mporpaMma ObUTa HallpaByeHa.

Jlpyrye myTH OTKPBUIKCH B CJIy4ae CO CIIMHATbHOM
MBIIIEYHON aTpodrell 1 MyKOBUCIIU030M. B ciydae
MIepBOU CKPUHUHT HOCUTEJIA CTUMY/TMPOBAJICS accoliua-
1ueu, Co3aHHOM POAUTENAMHU JIeBOYKH, YMepIei oT
9TOM O0JIE3HU.

Bo BTOpOM cilyyae MBI IPUCYTCTBYEM IIPU HOBOM
dbeHOMeHe — CIIOHTAaHHOM Yy4YacTHUU HacejleHUs: (ce-



5. 3@ aHTPONONIOTMI0 FeHETUYECKON NPOUNAKTUKN 245

BepO-BOCTOK MTanuu) B Tecte, Npe/ji0KeHHOM CEThIO
snabopaTopuii, CO3ZIaHHOM 1T0 MHUIIMATUBeE ITaziyaHCKO-
ro YHUBEPCUTETA U pacIpoCTpaHuBIIelica 6e3 KaKo-
ro-1160 IUPEKTUBHOTO MOTUBA WIU TIOATOTOBIEHHOTO
IUTaHa. JTa CETh IIPUBJIEKJIA PsZl THHEKOJIOTOB U J1abo-
paropuii o c6opy aHanM30B. TeHJEeHIUA K UCIE3HO-
BEHMIO MYKOBUCI[H/I03a Ha BOCTOKe pervoHa Beneto
ABJIAIETCA CAyYalHBIM Pe3yJIbTaTOM, 3aC/IyKUBAIOIINM
elle OJHOU MHTepIpeTanuy, B KOTOPOW, BEPOATHO,
MOTYT OBITH 33/IeHICTBOBAHBI y)Ke YIIOMAHYThle HAMU
dakTopel. Tam, rje HAYMHAET PaCIpPOCTPAHATHCA 3HA-
HUe 0 3a00JIeBaHUU, TaM, IZie HaceJeHUe OCO3HAeT
TSOKECTh 3ab0sieBaHusA, TpeobiaaeT BHIOOP B MOJIb3Y
MIpeZoTBpaleHUs POXKAeHU OOJMbHBIX AeTel. JInmb B
MOCJIeIHUE TO/IbI BIUATETbHBIE HAyYHbIE COOOIECTBA,
HarpuMep cooOIIeCTBO TMHEKOIOTOB (AMepUKaHCKUH
KOJUIe/IK aKyLIepOB Y I'MHEKOJIO0B) U KIMHUYECKUX
reHeTUKOB (AMepUKaHCKUN KOJUIeK MeAUITMHCKOMN
reHetuku) B CIIIA, koTOopble MOTYT OIIpesesIATh Ha-
IpaBJieHUe e ITeTbHOCTU MpodeccruoHaNoB, 3aHANU
peLINTeIbHYIO MTO3ULIMI0, PEKOMEH/yA reHeTu4YecKre
TECTHI IIPU MPOTHO3UPOBAHUYU OEepeMeHHOCTHU U Ha-
YYUMBIIHUCH ZaBaTh AeTadbHyI0 MHOpMAIHio 06 oT-
ZleJIbHBIX DTHUYECKUX rpynmnax. Mul enie Majo 3HaeM
O BJIUAHUU, KOTOPOE 3TU PeKOMeHZallui OKa3bIBAIOT
Ha peNnpoAyKTUBHBIN BIOOP Nap WM UHAUBU/YYMOB,
HO 3TO CUTHAaJ TOTO, YTO YeTKas MO3ULMA HAyYHOTO
coobIIecTBa MOXXET MMPUBECTH K COKPAIEHUIO BCTpe-
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YaeMOCTH reHeTUYEeCKOro 3aboneBaHuA. HayuHble
coobIecTBa TPU3BAHbI BBHIIIOJTHATH HOPMATUBHYIO
byHKUIMIO, yCTaHABIUBATh CTaHAAPTHl MeJAUIIMHCKOMN
IIOMOIIIY, OLleHUBATh Ka4eCTBO IIpe/jlaraeMblX yCIyT
o mpomIaKkTHKe 3ab0eBaHUM. BEITyCK JOKYMEHTOB
ABJIAETCA OJHOM 13 X OCHOBHBIX 33/]a4, HO /IeJIal0T OHU
3TO B PeJKUX CIydasx.

VI

VicTopra B3aUMOOTHOIIEHUN MeX/y TocyZapCcTBOM/
006I1IecTBOM M UHAWBU/YYMOM IIPY KOHTPOJIE IIepejaunt
MHOEKIIMOHHBIX 3a00IeBaHU HAaCIYUTHIBAET THICIE-
netusd. [loaToMy HEYAUBUTEIBHO, YTO HaM CEroiH:A Ha-
MHOT'0 IIpolIle peliaTh, YTo AejaTh, KTO JA0JKEH JelaTh
3TO, Y KOT'O €CTh II0JITHOMOYHSA JIesIaTh 3TO, KOT/Jja peyb
WJIeT 0 KOHTpoJe 3aboseBanuii. Ho uctopus reHeTHKU
Y HacJIeICTBEHHOU Iepeziauu 3a607eBaHUY HAMHOTO
MOJIOXKe, I03TOMY 3/lech HeobXxoguMa KpUTHuieckas
oljeHka. CTUMYy/JIMPOBaHNE IMOJUTUKY T'eHeTU4eCKON
IpOodIIaKTUKN, KOTOPOEe IPUBOAUT K CJIOKHOMY BEIOOPY
Y K aHAJIM3y Pa3JINYHbBIX 33/IeICTBOBAHHBIX (PAaKTOPOB,
U SIBJIAETCSA TeMOU Hallel paboThl.

Cy1uiecTByeT MHOKECTBO COLIMOJIOTMYECKUX PACCYXK-
JeHu, MHorue ¢punocodsl pa3MbIIUIAIN Ha 9Ty TEMY.
BONBIIMHCTBO COBpEMEHHBIX KPUTUYECKUX TOYeK 3pe-
HUSA Ha MTOJIUTHKY KU3HU IIPOUCXOJAT OT Teopur PyKo o
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OUMOBJIACTH, TO €CTb 0 GOPME KOHTPOJIS JKU3HH, POXKIEHUS
¥ CMepTH, KOTOpble chopMupoBauch ere B XVII-XVIII Be-
Kax. B kauectBe Mozt PyKo MCTIOMBb30BaA COITUATBHBIN
KOHTPOJIb MHOEKITMOHHBIX 3ab0ieBanmii. CorasbHasa
TUTMeHa YKpeIvisaeT caMy CTPYKTypy rocyZjlapcTBa U CIIo-
COOCTBYET IMOSIBIEHUIO WIN YCWIEHUIO aZIMUHUCTPATUB-
HOM, OI0pOKpaTUYECKOM, MTOTUIIENCKOM, IOpUINYECKOU
BJIACTH, IPOTUBOCTOUT PACIIPOCTPAHEHUIO MHPEKIIHI C
ITOMOIITBI0 CAHUTAPHON UHCIEKITUU; TTPABUJI, KOTOPBIE
MOTYT OBITh HAJIOXKEHBI HA SKOHOMUYECKYIO YKU3Hb, ITpe-
IIITCTBYS TOBaPOOOMeEHYy; ITpaBa COOCTBEHHOCTH, 3aKOHOB
o TpyZe, ypbaHUCTUUECKOTO Au3aliHa. TakKe oHa CUCTe-
MAaTHYeCKH PaCIpOCTpaHsAET 00s3aTeTbHbIE TECTHI /I
BBIAB/IEHUA TyOepKyJ/ie3a Win CUPIIINCa, C IeJTbI0 TIOMCKa
aCUMIITOMATUYHBIX OOJBHBIX, TPEZCTABJIAIOIINX YTPO3Y
quis obmectBa. Cam Pyko naeHTUGUIIMPOBAT MOZEH, TTO
KOTOPBIM ITPOMICXOJMJIO 3TO PA3BUTHE, KaK PpPaHITy3CKYIO,
HEMEIKYIO Y aHIJIUHCKYIO.

CrasKnBasACh C COMHEHUAMHM, KOTOPHIE ellle BO3HU-
KaloT 110 TOBOAY KOHTPOJIA MHPEKIMOHHBIX 3aboJie-
BaHUU — HaIpuMep, HacyeT obA3aTeNbHON BaKIU-
HaIlUH, — YMECTHO CIIPOCUTH ce0s: KaKOW CTeleH!U
pPasBUTUA JOCTUT KOHTPOJIb TeHeTUUecKux 3aboseBa-
Hul? Ilo MoBoAy HUX, KCTAaTHU, MBI ZIOJDKHBI ellje OTBe-
TUTH Ha QYHJAMEHTATbHBIN BOIIPOC: IPABOMEPHO JIN
KOHTposnpoBaTh ux? ®yko, ymepmuii B 1984 rogy,
He ycIes ogpoOHO pa3BUTh TeMy «6HOBIACTU» Yepe3
[IpU3My I'€HeTUKH, HO MO>XHO YTBEPXAAaTh, YTO 3TOT
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BOIIPOC — O BO3MOXXHOCTH ITPOJOJIKEHUA pojia, O Ipa-
Be POXKJAThCA U POXKATh, B TeX GOpMax, B KOTOPHIX 3TO
CeroZiHs BO3MO)XHO — BBI3bIBaJI ¥ HET'O UHTEPEC, KaK U
y MHOXXECTBA ero 1ocjezioBaTesyei, Takux kak Poy3s win
PabuHoB. O6 5TOM CBUZETENBCTBYIOT Ba)KHbIE PabOTHI,
HaTIpUMeD, P, UCCIeJoBaHUM Tof pegakuueid Caxpel
I'n660H u Kapioca HoBaca''®, cobpaBIINX MHOXKECTBO
TEOpHH, IeTAfOIINX BKJIA/, B IIOHATHE OMOCOIIMATbHOCTH,
npeaoxeHHoe PabHOBBIM. OHAXK/IBI, B pAMKaX CBOETO
kypca B Kosutex sie ®panc B 1978-1979 IT. 0 «poKJeHUN
O6UOIOMUTUKN», DYKO ITOCBATWI PAAJ IEKITNH TeMe Jrbe-
PaJILHOT'O TOCYAAPCTBA, OTCTYIIHUB OT TIePBOHAYATLHOT'O
IUTaHa, HO TIPeIBAPUTENBHO OH 33/aJIcs BOITPOCOM 00
YCIOBUSAX, B KOTOPBIX POXKJAeTCsI OMOMOMUTHUKA; TAKIM
006pa3oM, OH MPOAHATU3UPOBAJI TUOEPATbHYIO KOHIIETI-
IIUIO rocyZlapcTBa. Bompoc, He 4yK/blil 4esoBeyecKon
TeHEeTHKe: BEIOOP pellleHHs BOIIPOCOB XKU3HU, KOTZA /10-
CTYITHBI TEXHUYECKHE BO3MOXKHOCTH, 3aBUCUT OT ATHUYe-
CKUX YOexXZieHU M 00 MHAUBUAYATbHON U KOJUIEKTUBHOM
OTBETCTBEHHOCTH, a TaKXKe OT CaMOU KOHIIEIIINU r'oCy-
ZlapCTBA U €T0 BJIACTHBIX TTOJTHOMOYUH. JInbepasbHOU
TeHEeTHKa MOXET OBITh TOJIBKO B JTMOEpabHOM T'OCY-
fgapctBe. CieZioBaTenbHO, OCTAaeTCA OCHOBHOM BOIIPOC:
3avaTHe YeJI0BeYeCKOTro CyllleCcTBa ABIAETCA IPUPOAHOM
CJIy4alfHOCTBIO, KOTOPas J0JKHA OCTAThCA HEITPUKOC-
HOBEHHOM, WX HY>KHO YIIpaBiATh eto? Kak Beipaswica
Xabepmac, cylecTByeT JU HeEOTheMJIeMoe TTPaBo Ha
CJIy4aliHOCTh MeHeTHYecKoTo Hacaeaua? Borpoc o re-
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HETUYeCKUX 3a00IeBaHUAX — 3TO YaCTh IMPOOIEMBI
yIpaBJIeHUs )KU3HbIO, OH MEPEKIUKAETCSA C BOIIPOCOM
o Jemorpaduu, OH OJHOBPEMEHHO WHIUBU/YaTbHBIN
Y KOJUIEKTUBHBIH, IPUHAJIEKUT JUIYHOCTH U TOCyAap-
ctBy. C Touku 3peHusa Pyko, ¢ BTOp)KeHHEM OHOJIOTHUU
B yIIpaBJieHUE TOCyZapCTBOM IIPABO XKU3HU U CMEPTHU
MIPEBPATHUJIOCH B IIPABO POXKATh U MTO3BOJIATh YMHPATh.
Ero nmo3umus 6;113Ka K IUPOKO 00CYK/JaeMbIM CETO/THS
KPalHOCTSIM COBPEMEHHON MEAUITMHEI O BEIOOPE TOTO,
KTO ZIOJDKEH POXKaTh, U O IOCTOUHCTBE CMEPTH.

VII

Jlo cHX TTOp aHTPOIIOIOTH 3aHUMAJTMCh T€HETUKOMU B OC-
HOBHOM /111 0OCY>K/IeHHS BOIIpOCa pachl, YTOOBI 060CHO-
BaTh ee BAXKHOCTh U YTBEPAUTDb NMPEBOCXOACTBO OeIoi
pachl, WK YTOOBI MPOAEMOHCTPUPOBATD, UTO Y STOTO
MIOHATHS OTCYTCTBYET KaKasg-Tubo HayyHas 6a3a. Ceriuac
pedb UZleT O pacUIMpPeHUU 3TOW MTepCHeKTUBDI, U B 3TOU
KHUT€E MBI ITOCTApaJIUCh C/leJlaTh 3TO, HayaB ¢ O0JIe3HH,
KaK OTVIMYHOTO 00beKTa HAOIOAEeHMs, TOCKOJIBKY OHa
KacaeTcs *KU3HU KaXKI0TO U MPE/ACTABIISIET HE TOIHKO
KYJIBTypHBIN HHTepec. HeT Heo6X0AUMOCTH BIaZIETh CTa-
TUCTUYECKUMHU WIN MEIULIMHCKUMU 3HAHUSAMU, YTOOBI
0CO3HATh MPOOIEMY HacIeCTBEHHOTr0 3a00IeBaHus;
MHOTHE TIEPEXIITH €r0 B CEMbE, MHOTHUE TTaphl U UH/M-
BUYYMBbI CTOJKHYJICh C HEOOXOAMMOCTBIO IPUHATHS
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peLleHNA B CBA3YU C BpeIOM, KOTOPBIY OHU MOTI'YT Ilepe/aTh
cBoeMy pebeHKy. KpoMe TOro, 04eBUIHO, YTO FreHETHYe-
ckoe 3abos1eBaHue Hosee He MOXKeT BOCHPUHUMATHCA KaK
daTanmbHOCTD, HellpeIBUIeHHBIN ciiydaii. Bonpoc B ToM,
KaK BIIMChIBAETCSA Mlepeiada TeHeTHIeCKOoro 3a001eBaHusA
B CUCTEMY JIMYHBIX U KOJUIEKTUBHBIX lleHHocTel. Ho 60-
JIe3Hb ABJIAETCS OTIMYHBIM OObeKTOM /I HabIII0eHUA
ele ¥ [I0TOMY, YTO UMEHHO OHa yCTaHAB/IUBAET IPAHULILI
bH3MKO-XUMHUYeCKOU MHTepIIpeTaluu reHeTUku. Kak
roBopw jiaypeaT HobeneBCKOi IpeMun 10 MeAUIIIHE
1965 roga Augpe JIbBOB, KOTOPOTO ITUTHPOBaI Pyko!!s,
TaM, rae i GusrKa MyTalus — 3T0, B KOHEYHOM cyeTe,
JIVIIb 3aMeHa OZHOW HYKJIEMHOBOU OCHOBBI Ha JIPYTYIO,
JUIA TeX, KTO MeeT JIeJ0 C )KU3HBIO U CMePThIO, 60JIe3Hb
IIOJHUMAaeT BOIIPOC O MOTI'PELIHOCTHU, CYIleCTBEHHON
JUUIA OIIpe/ieJIeHUs caMOor'o IIOHATHUSA XKU3HH, U O ee 3Ha-
YUMOCTHU, TO €CTh PACCTOAHMSA, KOTOPOE OTZAEJAET €€ OT
HOPMBI. TO, BO3MOXXHO, BUTAJIMCTUYECKOE [IOHATHE, HO
HeMuHyeMoe. [losmy4daercs, 4To BOIIpOC O TOM, IIPUJATh
JIu cMBICT 06MeHy ocHOB riert JIHK, siBisieTcst aHTpOTIO-
JIOTUYEeCKUM, U OTBeT Ha Hero He MOXXeT OBITh MOJIy4YeH
OT CaMOM r'eHEeTUKH.

VIII

B moapo6HOM MHTePBEIO, BhimeAieM B 2007 roxy, bep-
HazeTT Moze, 0 KOTOPOW MBI y)Ke TOBOPHIU KakK 00
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OZJHOM M3 TJIaBHBIX SKCIIEPTOB B BOIIPOCE TalacCEMUU
U ee MpeA0TBpallleHus, paccKa3biBas O CBOel 3azaue
B paboTe c MaKUCTAaHCKOU OOIIMHOM B AHIVIMHY, B 4aCT-
HOCTH TOBOPHUT: «PaboTas ¢ KUIIPUOTAMU, S XOPOIIO
Hay4YWUIach OTAAaBaTh cebe OTYET B TOM, YTO MHE HeOO-
XOZIUM COTPYAHUK-TIAaKUCTaHeIl. I MpoYrTasa XOpoIryro
KHUTY 10/, HadBaHUeM “Mexay AByMs KyJabTypaMu’
(a"m1. Between Two Cultures), 06 onbime co30anus cemetl
YIeHaMU Pa3InYHOr0 STHUYECKOTO MMPOUCXOKIEHUS B
BenmkobpuTaHuu. TamM TOBOPHIOCH 06 aHTPOIIOJIOTHH,
U HECKOJIBKO CJIOB OBLIO MOCBAIIEHO KUTIPUOTaM, HO
ObLIAa TaKXKe U CTaThsA O MaKucTaHIax y Bepuru Caii-
¢bymnet XaH. [...]  cBsg3amach ¢ HEW U cripocuiia, He
3HaET JIM OHa CJIyYaiiHO KaKOTO-HUOY/Ib TaKUCTAHCKOTO,
MYCYJTbMaHCKOT0, OPUTAHCKOT'O COIIMOJIOTA, ¥ OHA Mpe-
craBuiaa MHe Aampy Japp». Tak bepHazert Mozeii,
6umoJsIor Mo 06pa30BaHUIO, MEIUK, TIOCBATUBIIAA CeOs
TaJacCeEMUU, OT MOJIEKYIIPHOM OUOJIOTUHU IO JIeueHUs
60JIbHOTO, PEIITUB 3aHATHCA TPOPUIAKTUKOM 3a00IeBa-
HUA, TIOHsJIA, YTO, IOMUMO MeAUIIMHCKOM, OHA JI0JI’)KHA
OBbLIA BBITIOJNHATD €llle ¥ aHTPOIOJIOTUYECKYIO 3a/1a4y,
1 OHA ToCTapaach CBA3aThCA C COLMOIOTOM, XOPOIIO
3HAIOMIUM MEHTAJUTET aHTJIUUCKUX MaKUCTaHIEB.
Bruta opranu3oBaHa BCTpeda 3TOM OOIIUHBI C ©UMa-
MOM, CHIH KOTOPOT'0 OoJies TajacceMuel ¥ KOTOPBIH
BBICTYTIAJI 33 IIpephIBaHUE 6€pEMEHHOCTHU, U 3TO CTAJIO
MIePBBIM CIy4aeM, Korja ObU1a MpuMeHeHa mpeHaTab-
Hasd AuarHoctuka. OTcio/la Hauajaoch COTPYAHUYECTBO
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C aKyllepaMHU /i BbIABJIeHUsA cpeau kutesnei Kumpa
nap, HaXxoZAALIUXCA B 30He pucka. MM mpezsaranach
BO3MO>KHOCTb IIPOUTHU MpeHaTalbHYIO AUAarHOCTUKY,
HO 37lech y4eHas CTOJIKHYJACh ¢ OOJBIINMU TPYAHO-
CTSIMH, TIOCKOJIBKY e¥i He y/IaBaIoCh MOTYIUTh GUHAH-
CHUpOBaHUe /JJi IpOBeJleHUs CBOUX HCCIeZJOBaHUN U
ux myoaukanyu. CyIiecTBOBas U KY/IbTypHBIHN 6apbep,
MeIllaBIIMHY NepCleKTHBe TpeHaTaJlbHOMN AUarHOCTUKU
U nocsiezytomero abopra, Zaxe ecjiu JIogu, KOTOPbIM
IpeJJjaraiuch JaHHbIE pellleHHsA, He UCIBIThIBaIu
TPYAHOCTEMN B TOM, YTOOBI UX TPUHATH. CyI[eCTBEHHYIO
IIOMOIIb el oka3as nocos CayZoBCKOM ApaBuH, IIeNxX
®daifzane Anb-XerenaH, CbIH KOTOPOTO OBUI IIOpaXkeH
3TUM Ke 3aboJeBaHreM U KOTOPHBIA CyMeJl IPUBJIeYb
ellle HeCKOJIbKUX BIUATENbHBIX JIUI B CBOEU CTpaHe K
nojzepxke nHUIMATUB Mozesut. UTo kacaetcsa mpodu-
JIAKTUKU CEPIIOBUIHOKJIETOYHOM aHeMUH, TO OHa UMesa
O60JBIINI yCIeX ¢ caMoro Havasia, IOCKOJIbKY IIpona-
raHZUpoBasach YepHBIM COOOIIECTBOM KapuOCKOTo
MIPOUCXOX/IEHUA, Y KOTOPOTO He ObUIO KYJIbTYPHBIX
6apbepoB B ee mpoduwiakTuke. TakuM o6pasom, uaeu
Mozenn, KOTOpble OHa caMa CYMTana 000CHOBAHHBIMU
B OMOJIOrMYeCKOM, HAYyYHOM U MEeJWIIMHCKOM IUIaHe,
He IIPOU3BOJAUIU CyllleCTBeHHOro a¢gdeKTa Ha 4acTo-
Ty POXKJIa€MOCTH OOJBHBIX ZieTel 10 TeX IIOop, IoKa He
MIpeBPATHUINCH B OOIIMPHBIE MTOJUTHUKO-CAaHUTAPHbIE
nporpamMsl. Moziesut, Kak 4 Bce Te, KTO BIIOC/Ie/[CTBUN
paccMaTpuBall MpobeMy KOHTPOJIA FTeHeTHYeCKHUX 3a-



5. 33 aHTPONOAOruMI0 reHeTUYeCKo NpodunakTukn 253

60J1eBaHUM, HEN30EeKHO CTOIKHY/IACh C 0COOEHHOCTSIMU
MeHTaJIUTeTa, KyJAbTypPhl, COIMATbHOMN OpraHu3aiumn
oO6ImKH. 3TU GAKTOPHI OKA3ATUCH OTPEAESIIONINMHU B
MIPUHATUY TeHeTUYECKUX TECTOB. J|eiCTBUTENBHO, €CTH
JiedeHre TeHeTUYECKUX 3a00/1IeBaHUI U MOJIEKY/ISIPHbBIE
MeXaHU3MbI, KOTOPbIE UX IIPOBOILIUPYIOT, BXOJAT B 00-
JIaCTh, KOTOPYIO MBI MOXKEM BCellei0 IPUHATh KaK TH-
MTUYHO TEXHUYECKYIO, TO X MPOGIIAKTHKA, HA060POT,
HAXOAUTCSA Ha MepeceYeHUN OUOJIOTUU U KYAbTYPhI U
HzieaqbHO BIHCHIBAETCSA B aHTPOIIOJOTUYECKUN U TI0-
JIUTUYECKUN KOHTEKCT. B 3TOM KHUT'e Mbl pacCMOTpeIu
KOHKDETHBIE U aKTyaJbHble BOIIPOCH], HEe TOHAACH 3a
Hay4YHO-paHTACTUYECKUMMU clieHapusamu. [lapaaurma
reHeTUYeCKOW MpodWIaKTUKHU TIpeACcTaBIeHa yCcTpa-
HeHHeM TanacceMuu U bonesHu Teg — Caxkca. Ceiuac
y’ke 0603puMa MepcreKTUBa CelaTh TO K€ caMoe B
OTHOIIIEHUU MYKOBUCIIU/I03a, CIUHAJIbHOU MBILIIEYHOMN
arpoduu U APyruX MOHOTEHHBIX 3a00IeBaHUMN, TAKXKe
CTAaHOBUTCA BO3MOXKHBIM BKJIOUUTH B OTOT CIIMCOK
TBICSIYM APYTUX OOJIe3HEH, MopakaloluX YeJoBeyde-
ckoe cymiecTBo. Eciu fake Kaxkgasa OTAeIbHO B3ATasA
reHeTHYecKas O0JIE3HD ABISETCS PEAKOU, BCe XKe eCTh
CMBICJI OCTPO CTaBUTb MPobJIeMy ee KOHTPOJIsA, 6J1aro,
TeXHOJIOTUYeCcKas SBOJIIOLMS [leJIaeT 3TO Bce 6ojiee BO3-
MO>XHBIM. [JIaBHBIM BOIIPOC COCTOUT HE B TOM, KaK 3TO
cZiesaTh, YTO KacaeTcs TeXHUYECKUX M DKOHOMUYECKUX
MEXaHN3MOB, a B TOM, JeJlaTh JIU 3TO, YTO IIOJHUMAET
aHTPONOJOTUYECKHUI BOMPOC, TO €CTh TOYKY 3pEeHUsA
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HayKU, MUPA, PeJIUTUH, OTHOIIEHUI MeX/y COBpEMEH-
HBIMH JIFOJbMU U OYAyIIUMU TTOKOJeHUAMU. [loMruMo
CHEKYJALNN Ha TEMY IIPOUCXOXKAEeHUA BceseHHOMN,
YEPHBIX JBIP U «OO0JIBIIOr0 B3pEIBa», FT€HETUKA CTaBUT
’KABOTPETENIYIIVe BOIPOCHI, CBA3aHHbIE C ITPOJOJIKE-
HUEM JKU3HH, CO CTPaJ[aHNueM U Halllel BIaCThIO Clle-
JIaTh YeJIoBeKa coBepIleHHee ¢ O1O0IOrnIecKOi TOUKU
3peHus. [oBops s3pikoM PyKO, BOIIPOC CMemaeTcs B
CTOPOHY aHa/iMn3a «OMOBIACTU»: KaK paboTaeT Mexa-
HU3M IIPUHATHA pellleHni Ha TpeIMeT IeTOPOXKAEeHNA B
COBpeMEHHBIX COO0IIIeCTBax, /e TPaBo Ha XXU3Hb U Ha
CMepTh OOJIbIIIE He 3aBUCUT OT «'OCIIOANHA» U HE MOXET
OBITH IIPOCTO CBEZIEHO K PEIIeHUI0, «CITyIIIeHHOMY CBep-
Xy»? KakoB 3TOT IIy4YOK CWJI, COIVIaCHO IIPe/CTaBIeHUIO
®yKo, KOTOphIli OyZieT 00yCIOBIMBAThH BEIOOD?

IX

CocTosTHHEe HOCUTEJISI TeHETUYeCKOTr0 3a00IeBaHuA MO/~
HUMaeT MPobIeMy UHANBUAYATbHON U/ WIN COITMATbHOM
OTBETCTBEHHOCTU. VIMess BO3MOXXHOCTD ITPeBUIETh T1e-
peziavuy reHeTUYeCcKoU 00JIe3HH, 3aKOHHO JIN He /IeIaTh
aToro? MoXXHO ObUTO ObI TIOAHATHCA ellle Ha OZIHY CTYTIeHb
Y 3a/]aThCs BOIIPOCOM: HACKOJIBKO JIOMTyCTUMO JJa’Ke He
XOTeTh 3HaTh? [IOHATHE OTBETCTBEHHOCTH TIOAPa3yMe-
BaeT J00POBOJILHOCTD: HEJIb351 HECTU OTBETCTBEHHOCTD
3a COOBITHA, HE TIOAJAIONIHECS TTPEABUAECHHUIO.
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Bes coBpeMeHHas COI[UOJIOTHSA 34paBOOXpaHEHUA
IIpU3HAET I1eJTb empowerment, KOTOpas COCTOUT, B HaIlleM
c/lydae, B Ipej0CTaBIeHUY GObIINX BO3MOYKHOCTEH /115t
BbIOOpa Oarozaps reHeTHIeCKUM TeCTaM /IS JIIofeH,
IUIAaHUPYIOLIUX POXKAeHUe feTell. CAMTAeTCs, YTO BBIOOD
JIOJDKEH OCHOBBIBATHCS HA 3HAHUU U UTO YeM OOoJIbllle
3HaeIb — TeM JIy4iie. JTa uzes, B abCTpaKTHOM IIOHU-
MaHWH, UMEET ITPaBO Ha CyIeCTBOBAHUE, HO OHAa OIIPO-
Bepraercs TeM $GaKTOM, YTO 3HAHHE OTIACHOCTU OBITh
HOCHTeJIEM TaJacCeMUU, HaPAMYIO He IIPUBEJIO K 3Ha-
YUTEIBHOMY YMEHbBIIEHUIO KOTUYECTBa OPAaKOB MEXKIY
€IMHOKPOBHBIMHU PO/ZICTBEHHUKAMU WJI XOTS ObI MEXY
HocuTeAMHU. To XKe caMmoe MOXKHO cKa3aTh 00 yoexxeH-
HOM KaTOJIUKE, KOTOPBII OTKA3bIBAETCS OT IIEPCIIEKTUBHI
TeHeTHUYeCKOro TECTa, TAK KaK OTBEPraeT U/er HeraTuB-
HOY reHeTHKU. 11 HA060POT, UMEHHO 3BOJIIOLVA OHATHUA
CeMbU CIIOCOOCTBOBAIA TOMY, UYTO OOIIECTBO MIPUHSIO
IPEBEHTUBHOE reHETUYECKOe TECTUPOBAHUE U IPOHUK-
HOBEHHE TeXHUYECKOro dJIeMeHTa B CO3ZlaHue CeMbH.
KoneuHo, Bcs iucKyccrs 6bu1a ObI HAIIPACHOM, eCT OBl
He CyIIeCTBOBAJIO JIIoZIeli, KOTOPbIe He OTPaHUYUBAIOTCS
OTKa30M OT POXK/JIeHUA JieTel Wir IIpeHaTaIbHOU Aua-
THOCTUKOH 1 aOOPTOM, a PeIlaloTcs Ha UCKYCCTBEHHOE
OIUIOZIOTBOPEHUE U MPEABIMIUIAHTAIMOHHYIO [UaTHO-
CTUKY — BMeIlaTeIbCTBa, IpHeMIeMbIe JaXKe C TOUYKU
3pEeHUs PEJIUTUH, TIPU OTlpeieJIeHHOM noaxoze. U ecu
OBl He OBUIO CHCTEMBI 3JpAaBOOXPAHEHUs, CIIOCOOHOM
peann3oBaTh UX, TO ellle OCTaBaIUCh ObI aOCTPaKTHEIE
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3TUYECKHE TOUYKY 3peHus. BO3MOXXHO, HanboJsiee ApKUM
MIPUMEPOM MOXKET CIYKUTh VTanus, rae n3-3a HeJjajlb-
HOBUIHOU BJIACTH OBLTH YTBEPKAE€HbI IPOTUBOPEYUBHIE
3aKOHBI, IPeJyCMaTPUBAIOIIe 3aKOHHOCTh, B HEKOTO-
PBIX CIIy4asx, abopTa M OAHOBPEMEHHO OTBEPralolye
BO3MOXKHOCTb IPeAbIMILIAHTAIIMOHHON AUArHOCTUKHY.
Ho He 6yziem 60s1bIlIe HETOZOBATH IO 3TOMY IIOBOAY: 3TO
JIUIIb OTPa’KaeT HECTAOMIbHOCTD CCTEMBI IIEHHOCTEH,
COIVIAaCHO KOTOPO¥ OZIMH U TOT )K€ MapJaMeHT MOXXET
B pa3HOe BpeMs HaXOAUTHCA MO BAUSHUEM PAa3HBIX
KYJIBTYP, UMEHHO IIOTOMY, YTO OH HE SIBJISIETCS «T'OCIIO-
JVHOM», KOTOPBIH pelllaeT 3a BCeX, a, CKOpee, TOX0XK Ha
BEChI, baJlaHCUPYIOLIE MEXAY PAa3HBIMU STUIECKUMU
B3TIAZaMu. Ha fesie, IpOTUBOPEUYUBOCTD peIleHUN
UTaIbSHCKOTO MTapJiaMeHTa OTPaKaeT MPOUCXO/SIIEE B
CTpaHe peajibHOE IPOTUBOCTOSTHUE WI€AJIOB U IIPUBOJUT
K HeOOXOZIMMOCTH TOT'0, YTOOBI STUKOM TOCyJapCTBa CTa
He MMOMCK abCOFOTHOTO MOPA/IbHOTO [I0JITa, a CO3IaHueE
TIOYBHI /IS MEXKKY/IBTYPHOTO B3aUMOZENCTBUA.

X

{1 mpeanarato Takoe pelleHye, IpU KOTOPOM HU OJHA
OTZeNbHAsA Ky/IbTypa, HE3aBUCUMO OT CTEIIEH! ee JIOMU-
HUPOBAHUA, He MOIJIa OBl IPeTEeH/ZI0BATh HA TO, YTOOBI
OBITH HOPMATUBHOM /151 BceX. KoHIlenus, yTBepAnB-
IIascs B 3aMlaJHBIX PA3BUTHIX CTPAHAX, COCTOUT B r'OCy-
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JlapCTBe, OCHOBAHHOM Ha 001Iel MOpaJIH, IPUEMIEMOM
Pa3HbIMU COCYIIECTBYIOIINMHU KYJIbTyPaMH, Te 00I1e-
CTBEHHBIN CTPOU He HOCUT AUPEKTUBHBIN XapakKTep,
a BBITIOJTHSAET QYHKITHIO rapaHTa. Borpoc npogomkeHus
poza He MOXKeT OBITh CETOAHSA IIPeAMETOM BCEOOBEMITIO-
IIEr0 3TUYECKOT0 MUPOBO33peHUs. [ocymapcTBeHHASA
MOJINTUKA, HaTIpaBJieHHas Ha 3al[UTy OyAYIIUX TOKO-
JIEHUH OT reHeTU4YeCcKUX 3aboyieBaHN 1 BhITEKaIoIas
13 U/IeU KOJUIEKTUBHOM OTBETCTBEHHOCTH, HEMBICIMIMA.
[ToHsATHE PETPOAYKTUBHOU OTBETCTBEHHOCTH JJOJPKHO
OBITH CBE/IEHO K YPOBHIO MHAWBUAYYMAa WU TapHI.
Bo usbexaHue 0OOBUHEHUH B €BT€HUKE, TOJTUTUYECKAST
BJIACTD JOJIKHA OBITH TMOKOM. 3a00Ta 0 FTeHEeTUYEeCKOUI
YHCTOTE OTJIMYAETCA OT APYTrUX GopM MpOoPMIaKTUKU
yiepba 6yayuum nokoneHusM. Tak, rocyzapcTso 6o-
peTcs ¢ mepeAaveil THQEKIIMOHHBIX 3a0oeBanuii. Eciu
651 crduIHC OBLT ellle pacIpOCTPaHeH, TO MPOPUIAKTU-
Ka BPOXKJEHHOTO cuduinca BoIia 66 B 00513aHHOCTH
CHUCTEMBI 3[paBOOXPaHEHUs, KOTOPasi JODKHA Oblia
OB OpraHM30BaTh CKPUHUHT 3a0oyeBaHuA A Oepe-
MEHHBIX, BILIOTb 0 06513aTEILHOTO, a TaKKe TTOUCK
O0JIbHBIX TyOEpKye30M, YTOOBI U36exkaTh UHOUIH-
pOBaHVA HOBOPOX/JEHHBIX. Peakiua BaccepmaHa Ha
cudwinc u Ty6epKyJTMHOBBIM TECT 10 HEJAaBHUX IIOP
OBLTH paclpoCTpaHeHHOH U 00s3aTeIbHOM MMPAaKTUKOM.
CeroziHs Takue e cCOOOpaXkeHUs MOTJIU OBl pacipo-
CTPaHATHCA Ha MPOWIAKTUKY TTepesauu HHPEKITUU
BWY wnu renatura B.
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Bomnpoc reHeTUKU OTIMYaeTCA OT 3alUTHl CPeAbl,
OT 3aIIUThl OMOJOTUYECKOT0 pa3HOobpasus, I/e ro-
CYZIapCTBO O/KHO rapaHTUPOBATh JIYYIIUN MUP, KaK
ZI0JT Tiepez OyAyIUMU TOKOoIeHUAMU. O4eBUIHO, 9TO
HeJb35 OCTABJIATh Ha YCMOTPeHUe poAuTeNell peleHue
IIPOM3BECTH Ha CBeT pebeHKa ¢ TsKeJbIMU dopMaMu
BPOX/JEeHHBIX UHQeKUuN. B ciayyae ¢ nmepeznaveii re-
HEeTUYeCKUX 3a00eBaHUN PENPOAYKTUBHBINA BEIOOD
MOXKeT popMHUPOBATHCA TOJIBKO Kak IIpaBo 6e3 B3auM-
HOU 006A3aHHOCTU. 3HATh COOCTBEHHOE TeHETUIECKOe
COCTOSTHHIE MeEeT IPABO KaK/IbIi YeJIOBEK, HO HUKTO He
JIOJIKEH JleJIaTh 3TO IO MPUHYK/EeHUI0. 3HaTh O PUCKe
nepezadyy reHeTHIeCcKoro 3ab0oIeBaHusA UMeeT IIPaBo
KakZias 1mapa, HO HUKTO He BIIpaBe 3aCTaBJIATH ee Jle-
naTh 3T0. OO1IeCTBY, KaKyio OB e GUHUILINIO OHO CaMO
cebe He ZjaBao, ITyCTh JaXKe B CAMOM IITMPOKOM CMBICTIE
6mocounaabHOCTU 110 PaGMHOBY, TOXe NMTPUHAJIEKUT
IIPaBoO CTUMY/IMPOBATH MTOJydyeHue JI0AbMY 3HaHUN 00
VX TeHEeTU4eCKOM COCTOSHUH /IS HOBBILIIEHN CTelleH!
OCO3HAHUA pHCKa 3a00JeBaHUA, HO HUKTO HEe MOXKET
3aCTaBUTh €ro JejaaTh 9To. Tak Mbl MOXKeM BIIacThb B
6ECKOHTPOJIbHBIN reHeTU4YeCKUH 1nbepanusm, rje
OTCYTCTBYeT BCAKUI KOJJIEKTUBHBIN MHTEpeC, U OCTa-
BUTh UH/VBU/YyYMa WU I'PYIILY JoJeil Ha MUJIOCTh
cyap6b1. Ho cymmecTByeT posrb KOJIEKTUBA U TOCyzap-
cTBa. MBI IpoOaHaAIN3MPOBAJIN ABJIEHUA «OHOCOITHAb-
HOCTH», POJIb acCOIHaIlUil NallieHTOB, NHCTUTYTOB,
KOTOPBIE MOABIAIOTCSA, YTOOBI M3y4aTh TeHEeTUYECKUe
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3aboyieBaHMA, ¥ YaCTO TaKXKe bepyT Ha cebs1 paboTy 1o
MHGOPMUPOBAHUIO OOIIECTBEHHOCTH U OTAETbHBIX JIUIT
0 BO3MOXKHOCTSIX MMPOPUIAKTUKY. BaxkHa POJIb YUEHBIX,
M300peTaroIX HOBbIE TEXHOJIOTHH /IJIS BbISIBIEHUS Te-
HETUYeCKUX JepeKTOB. 3HAYMMa POJib OMOTEXHOIOTH-
YeCKOM MHAYCTPUH, pa3pabaThiBaloleil MHCTPYMEHTHI,
CITOCOGHBIE BHITIOIHATD AMATHOCTUKY U CKDUHUHTOBBIE
TECThI, KOTOpbIEe MOTYT B HACTOsI[ee BpeMs IIPOBO-
JIUTHCS Ha COTHSAX THICAY YeJI0OBEK 10 HEBBICOKOM I[eHe,
B TOM YHCJIe B CTPaHaX C He OY€Hb BBICOKUM YPOBHEM
SKOHOMUYECKOTO Pa3BUTHS.

JInbepasbHOE OOIIECTBO rapaHTUPYET ILTIOPATU3M
MHEHUH U [BIDKEeHMe u/el, a BeJib OHO MOIVIO ObI I10-
BBICUTH 6apbep U c/ieIaTh TeHETUIECKOE TECTUPOBAHUE
TPYAHOAOCTYITHBIM. DTOMY OBI CITOCOOCTBOBAIN MaJIO€e
KOJIM4YeCTBO OOIIeCTBEHHBIX 1a00PpaTOPUA, OCYI[eCTB-
JIAIONIUX TECTUPOBAHUE, OTCYTCTBUE YCIYT IO TeHe-
THUYECKOMY KOHCY/JIbTUPOBAHHIO, BBICOKAsi CTOMMOCTh
HCCIeIOBAHUA JJI TPaXKJaH U HepaclpoCTPpaHEHHUE
reHeTUYECKOU IpaMOTHOCTH. TakuM oO6pa3oM, IyiaB-
HOWU POJIbIO TOCYIJapCTBa U CUCTEMBI 3Z[paBOOXPaHEHUS
SIBJIAETCS POJIb TapaHTa JOCTYITHOCTU HHPpOPMAITUH U
TeHETHUYECKOTO TECTUPOBAHUA, YCTPAHSIOIIET0 6apbe-
DBI, TIpeZIJIaralonlero yCayru HaceJeHUI0, KOHTPOJIHPY-
IOII[ETO Ka4eCTBO YaCTHBIX YCJIYT U 00eCIeYnBaroIero
TaKWe YCIOBUs, IPU KOTOPHIX 3TU YCJIYTU HE HaBA3bI-
BaIOT HUKAKOU 3TUYEeCKOH mosuimmn''’.
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['eHOMUKY He JK/IeT CIIOKOMHOe Oyyliee, 1, BO3MOX-
HO, MHOTHE U3 ClleHapUeB, KOTOPbIe BOOOpaKeHUe CII0-
CcOOHO HApHCOBATb, TAK U OCTAHYTCA B 00J1aCTH HAYYHOM
danTactuku. B 1990-x rogax nosgBuaach KOMIaHUA
deCode, pemmwuBine co3aaTh OTPOMHBIN OaHK TeHETHYe-
CKUX JAHHBIX UCIAH/IEB. DTO A0DKEH ObLT ObITh TIEPBBI
HapOZ C ITOJIHOCThIO paciingppoBaHHBIM reHOMOM. Mjes
6bUTa OPUITMATBHO 0ZI00peHa apiameHToM VcaaHauu,
KOTOPBIH MOAHSI BOIIPOC O MPUHAJIEKHOCTUA HAIHUO-
HaJIbHOTO F'eHeTUYeCKOro HacaeAusd. OTa UHUIIMATUBA
Jlajia CTUMYJI LI HayYHO-GaHTaCTUIECKUX UCTOPHUH,
TaKux, Kak ¢pwibM «['opoZ cKIAHOK» (aHr1. Jar City
(Myrin)), HO 3KOHOMUYECKH OHa MPOBaJINUIACh, IPOCY-
IIIECTBOBAB JIUIIIb HECKOJIBKO JIeT. V1 ITOTOM, cTpalrHas
yrpo3a He ObLIa TaKoU yK peaqbHOU. Ho yuuThsiBasg
CKOPOCTh Pa3BUTHA TEXHOJIOIMYECKOT0 Iporpecca 3a Io-
cJleZIHYE TIATHAZAIIATD JIET, IPaBOMEPHO 3aaThCS BOTIPO-
coMm o bmmkaiiiiem OyayiieM. Byayias «aHTpOIOreHo-
MUKa» ZODKHA OyZIeT BHOBb IIOCTABUTD Ha 00CYyXAeHUE
nmoHATHe 3aboeBaHuA. OHa Jo/DKHA OyZIeT MoCTapaThCs
MTOCTPOUTH MOCT MEX/Y TEXHOJIOTHEHN U KYJIbTypOH,
JOJDKHA OyZIeT MOAHATh TPOobIeMy STHUYECKHUX OCHOB
MeAUIIMHCKOW reHeTUKY WIN FeHeTUKU HapooB. by-
ZleT XOPOIIIO, YTO 3TOT Ipoliecc OyeT OTTATKUBATHCS
OT TIPeJICTaBJIEHUS O TSHKEBIX 3a00I€BAHUAX, KOTOPBIE
ABJIAIOTCA IIOYBOU 1A HauboJiee JIETKOT'0 COMMKEHUA
pa3HbIX Ky/ibTyp. HeCOMHEHHO, HaM MPeJCTOUT TTOUTU
6oJiee TEpHUCTHIM IIyTEM, K STOMY HacC BeJIET TeHETHUKA
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U ee TexHosoruu. Ho HOBast aHTPONOTeHOMUKA ZI0JKHA
OyzeT pemathb OoJiee CIOKHBIE BOIIPOCHI, HAIIPUMeP, Te,
KOTOpbIE CTaBAT UccieZoBanus [HKOpaKo AraMmbeHa u
PobepTo Dcmo3uTo, 3aTparvpatoiiye npobieMy B3a-
MMOOTHOIIIEHUH TOCyAapCTBa, TUIHOCTA U OGUOIOTUH
YeJIOBeKa C TOYKU 3PEHUs «BIACTH» Ha/l UHAUBU/Y A b-
HBIM U KOJUIEKTUBHBIM GMOJIOTMYECKUM HacaenueM' s,
Tesio Temeps y:Ke COCTOUT He TOIbKO U3 OPraHOB, Y HETO
eCTb TeHeTUYeCKOe HazHavYeHUe, U Hay4HBIi porpecc
TpebyeT ero CONOCTaBIeHHUs C STUIECKUMU B3IVIAJaMU.
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O HeMm 3ouig roBopuUT: «OH Ipeayrazaa TeOpUlo, Ko-
TOPYIO MO3XKe ¢ TpuyM$poM IporoBeoBas BeiicmaH,
OH 3aI[UKJIWJICS Ha UZee YIbTPATOHKOU U CIOKHOMN
MaTepUH, 3apOAbIIIeBOM IUIa3MHI [...], UTO, KaK Torja
KasaJiochb, Bce 00bsscHsIIO». (Il avait eu Uintuition de la
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