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CoHs leprep T1a Eno4i rapcis

MepAiH, MaAreHbKe
JuKe KOWIEeHS

AITU TEHETUKHU




3HanNoOMTeCh ue - MepJiiH, MaJneHbke
CUMNATUUHE OUKe KOWeHs. BiH »Kuse
B NiBAHHOAMPUKAHCbKOMY Celli 3i
N iy fl CBOEI MaMOI0, NPEKPacHOK JieBryet

| Me.0BOro KoJibopy. Mama MepaiHa
AY>Ke JII06UTb CBOro CMHOUKA. AJle
MepJliH aHICKiJIeYKN He CXOXKUIA Ha
3BUUaHe neseHs! bivibw TOro, BiH
HaBiTb HE CXOXMK HA 3BMYAINHOIO
KoTa! Ha HbOro 4YacTo Kn.oawTb
6arato HenpueMHUX NOMNALIB i
no-3J10My pearyiTb, TOMY WO BiH
BUISAA€E He TaK SK iHWI.



OnHoro paszy Matu JieBmus ckaszana
MepJiiHy:
«X0A4,iM0 B rocTi 4,0 MyAapeus! BiH
HaM CKa»ke, Wo TU 3a TBapuHa!»
MyApeus 3HalTb yCi B ceJli.

ioro noBaykaTb 3a BeJiMvesHy
MYLPIiCTb Ta NpaBAUBi NepenodaveHHs.
3a3BM4ai BiH Mae BiANOBi LI Ha BCi
NMUTAHHS | MOXKe BUPIWMTU ManxKe BCi
npo6Jiemu.




Myapeub, CTapa MaBna, yBaX<KHo
OrNSHYB MepuiiHa. BiH BUrNs.nae
CNaHTeJNMYeHnUM, Moro 06mnvus
301MBOBaAHe, BiH O,0Bro Aymae,
ropTan4m 04HY 3i CBOIX YUNCJIRHHUX
KHUr. Yepe3 neBHWn Yac BiH 2HOBY
ornsnae MepJiiHa, 3HOBY NOBepTAEThCS
A0 KHAT i Kaxke:

«epwunin paz 3 Taknm
3iWTOBXYOCb. He 3Hal SKa TH
TBapuHa! Ha 4aHWN MOMEHT
MOXKY LaTW TiNbKK OL4HY nopany
— NOA4,0pOXKYBATW. [,0CJiAXKYyHUTe
iHWi cena, MicTa, KpalHu. I4iTh i
3HaMOMTeCS 3 iHWWUMK 3BipSTaMW.
BpewTi pewTt XTOChb BaMm
060B’S3K0BO [L,ONOMO>Ke>.



MaTun J1eBuus i MepaiH 3a nopan,on
Mynpeus BUpPYWKUJIN B CeJ10 renapais,
WO 3HAX0A4MJI0Ch 32 KiJlbKa MWJb BiA,
HUX.

«BW WOCb WYKAETE?» — 3anuTaB
MOJ104,UIA renaph, He3HanomuiB.

«$ npurwana NoaMUBUTUCS, UM
He 3Hanay S y Bawomy cewni
renapaa, CXoXoro Ha mMoro
CUHa», — 3 HaLI€ BianoBiNa
MaTtun JieBuus.

fenapm, 3 ropLiCTH NOAMBMBCS Ha
ce6e noTiM Ha MepJiiHa i BUTYKHYB:

«3BiCHO WO Hi! B XK 6aunTe, WO
BiH 6e3 ny1M! Baw CUH TOUHO He
renap.a,!>»




MaTun J1eBuus i MepJuiiH 3HOBY
BMPYWWJIM B L0pory. Uboro pasy
BOHM NoTpanuJiM 4,0 cena Kapakawviis.
Jopora 6yJia Ts»KKa Ta LO0CUTb
[,08ra. BOHM 4Oy>e BTOMUJIIUCA. MaTun
JIeBunus B>ke novaJia oymatu npo Te,
Wo ye BCe MapHa 3anymKa. AJie Hi,
Hi, Hi3aWO0 He MOX<Ha 3.4.aBaTucs! Ii
NOTPIGHO 060B’I3KOBO 3'SCYyBATH, YOMY
MepJiiH BiOPi3HAETLCS Bid, iIHWKX.
BoHa xove, wWo6 MepJiiH BMpiIC 3
IHWKUMU 3BipSTaAMU, TAKUMU XK, K BiH.
Micns 6aratbox LHIB HApPeWTi BOHU
npunoyBakTb 40 cesia Kapakad.
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«[106poro LHSs, BU6auTe, Wo
TYPOYK Bac. S WyKaw TBapWHKY,
CXO>KY Ha MOro CUHa i cnoA,iBakCh
I 3HANTK ¥y BaC», — KaKe MaTu
JieBunus.

NpeAncTaBHUUS KapakaJiB yniackaso
i 40Bro AMBUTbCS HA MepJuiHa. BoHa
Ka>Ke TUXUM T0J10COM:

«TaK LiNCHO Y HbOro, K i ¥ Hac,
roCTpi Byxa, aJie ye Bce Wo €
CNiJIbHOr0, 6iJlbwe HemMae *0.4HUX
3araJibHmx puc. He aoymaiw, wWo BiH
€ YaCTUHOK HAWOro Buaoy».




NpencTaBHUUs KapakaJiB Lny»e no
L,06pOMY LuMBUNACS HA MepJiiHa, a
TOM 1M ¥ BiANOBiAb NOCMIXHYBCS.

«3HAaeW, OUTUHO, TU YHIKAJIbHUNA!
YHiKanbHUA Y CBOEMY BMAi. Take
3yCTpiYa€eThcs Ay>Ke piako! Tu
cnpasAi 0CO6JIMBUA!I»

Ii wmpi Ta TYp60TJIMBI CJ10Ba
3acnoKoI I MaTtu J1eBuul.

«peACcTaBHMUS KapaKkawniB Mae
pauil» -, oLyMae BOHA.

MepJiiH eOUHWIA Y CBOEMY POL.
nonpowaBwucb, Matu J1eBuus |
MepJiiH NPOLAOB>KYTb CBOK NOLO0POXK.




BOHW WYKaKTb BiAnoBiAb OHIMH,
TUXKHIMU, MICAUSMWU NOL,0PO>KYHUN
BiO, ceyla 00 cena, Bi4g MicTa

0,0 MICTa, Bif, KpaiHX L0 KpalHW.
BiAnoBiAb 3aBXAOM 04HA:

«MepJliH He 3 1XHbOro BUAY>.

MepJiiH He Jieonaph,. BiH He KiT-
cepBaJi. BiH HaBiTb He adpUKAHCbKMKI
KiT. MaTtn JieBnus He 3Hae€, Kyau

WTW i WO po6GMTU. BOHA NPOL,0BI>KYE
OVIYKaTH N0 aPPUKAHCBKUM Kywam 3
MepJiiHOM, cnoAa,iBal4mcb, WO XTOCh
3M0>Ke M L,0N0MOrTw.



O.LHOro paHKy, KOJIM MaTH i CHH
BiANOYMBANIN 6iNg NIAHIXKXKS LAepeBa,
cTaJ10cs Oewo HecnoAiBaHe. [0 HUX
NiAiAWOB HOCOPIr.

«[l06poro AOHs! Big, CBOIX A4pYy3iB
S NO4YB NPO Bac 060X i Bawy

L MBOBUXKHY icTOpito. I 9 ranato,
WO MOXXY Bam [L,0NOMOrTH, S Bac
3anpowyi 4,0 MOro cena, naitb
6yLb NlacKa 3a MHOW», — CKaszaB
HOCOPpIr.

MiAHIBWKCb, BOHN NONPOCTYBAJIM 32
HAM. HoCOpir NpWBIiB X 4,0 NPUTYJIKY...




BJ1ACHUKOM NPUTYJIKY 6YB we
0AMH L,06Pp03UUJIMBUIA HOCOPIr. Y
NPUTYNKY MaTtn Jiesuus i MepJiiH
NO3HANOMMUIIUCS 3 15 NOKUHYTUMU
TBapMHaMU, 32 SKUMK L,0MN9.0,a€
HocoOpir.

«X0M4,iMO0 32 MHOW. S XO0Uvy Bac 3
KUMOCb NO3HAUOMUTU!» — KarKke
HoCOpIr.

MiLiWoBWK 6JIMXKYe i BiAKpPUBWH
poTa BiA, 34MBYBAHHS, MaTun JieBUus
noéavmna moJsone Kowehs, sKe
BUMNS4,2J10 TOYHICiHBKO TaK Camo, K
1 N6uin Mepain!
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«UJe KOoweHs TPOoxu cTapwe 3a
MepJiiHa. Horo wepcTb TakoXK
BYriyIbHO-Cipa TaKi » CaMi rocTpi
ByXa, Texx Ba*XKo 6iratun. Tak
camo, K MepJiiH, KiJibKa poKiB
TOMY BiH 4Oy>Xe CTpaK.A4,aB, KOJu
He BCTUras 3a CBOIMWU POLUUYAMM.
Ane 3apas BiH 4y>Xe L4,06pe
NO4YYBAETLCS B NPUTYJIIKY>,-
NPOKOMeHTYyBaB Hocopir.



Ue 6yna 008Bra i BUCHaXKJimBa
noaopoXK. Anie Matu JieBuus Hapewri
3HaMwWNIa Te, Wo wyKaJsia. Tenep BoHa
PO3YMi€ i 3Ha€E: MepJliH eLNHUA Y
CBOEMY POAL,i. BiH yHiKaJbHUIA. I TaKUM
BiH 3aJIMWKTLCS Ha BCe XXUTTS. KpiM
TOro Tenep BiH BXe He 04UH.




Mpo noMunkKkm AiarHOCTUKM

[iarHocTnyHa nomusKa BigAHOCUTBLCA 0 nepiogy, NPOTArOM SIKOro
naujieHT Yyekae giarHosy. Lle moxe TpuBatu ocobnmso 4OBIO Y
BUNAAKY PigKiCHUX 3aXBOPHOBaHb, SIKi BpaXkatoTb 3 MiSfTIbOHM NoAen
y ®paHuii. NMomunka giarHoCTUKN MOXKe CTaTy MPUYMHOK0 CAPaBXKHIX
CTpaxAaHb A4 NauieHTiB Ta IXHIX CiMeNR, siKi 4acTo Big4vyBatoTb, LUO
IX HE YyloTb | He po3ymitoTb. [pmnBaTHe, couianbHe 4M nNpodecinHe
XUTTS MOXKEe CUITbHO NMocTpaxdaTu, Lo NpM3BoAnNTb A0 i3onauil.
Ponb 0oBIigKOBUX LIEHTPIB | LEHTPIB KOMMETEHLIT € BaXNIMBOHO. AK
cToBMNU B 6opoTbOI 3 4iarHOCTUYHOK MOMUIMKOBICTHO, Li LEHTPU
BigirpaoTb KMYOBY ponb Y NiATBEPLKEHHI AiarHO3y, KU BOHW
HagalTb y BinbLOCTi BUNaakiB. BUSBNEHHsSI reHETUYHOT NPUYNHN
PiOKICHOrO 3axXBOPIOBAHHSA € BaXXNTMBUM KPOKOM Y HanaroaKeHHi
BiQNOBIAHOrO MEOUYHOIO CNOCTEPEXEHHS, NONepeIKEHHS
yCKIagHeHb, po3pobLi NepcoHarnizoBaHUX TepaneBTUYHUX CTpaTerii
Ta HagaHHS reHETUYHMX KOHCYIbTauin. HaykoBi JOCArHEHHS B
00nacTi reHETMYHOro aHaridy OCTaHHIX POKiB, 30Kpema, nosisa
BMCOKOMPOAYKTUBHOIO €K30MY Ta CEKBEHYBaHHS reHOMY, 3pobunu
MOXIMBUM [iarHOCTyBaTu baraTtbox naujieHTiB, Ski nepebyBatoTb y

AiarHOCTMYHOMY NiABILLEHHI, iHO4I poKaMu, i 3anMLaoTbCAa CNpaBXHS

Hagis ansa BCix NauieHTiB, SKi BCe e WyKakTb AdiarHos.

[iarHOCTUYHI MOMUITKN € PYWHIBHUMMW ANSA Nogen 3 pigkicHumm
3axXBOpPKOBaHHAMM Ta IXHix ciMen. LLlob 3po3ymMiTu BiAMIHHOCTI CBOrO
cvHa, Matu JleBnust HEBNMHHO NOAOPOXYE NO adPPUKAHCBKIN CaBaHi.

Mpo aBTOpa

MegunuHnin cekpetap CoHs Neprep Bxe 6araTto pokiB 3aMaeTbCs
SaratbMa nauieHTamu, 3 pisHUMU FrEHETUYHMMI 3aXBOPIOBAHSIMU.
MocTinHe cnifkyBaHHA 3 HUMW, HAAUXHYNO i HA CTBOPEHHS L€l
cepii KHUT Npo OiTen reHeTUKkn. KHurn uiei konekuii npoctumn Ta
3pO3yMINIMMK CrIoBaMu BUCBITINIOKOTb NPOONeMn 3 SKMMI L Noan
3iLUTOBXYIOTbCA LLOAHS .

Mpo ImocTpaTopa

Enogai Mapciqa. NpadiyHnin gusanHep, aBToOp Ta inNtOCTpaTop OUTAYNUX
KHWXXOK Ta KOMIKCIB. [lenikaTHIcTb ii MantoHKiB 4O3BOMSE i1 Nerko
OOHOCUTUK 10 UMTada cknagHi pevi. Inoctpytoun cepito KHur «ditu
reHeTMKU», BOHa CNoAiBaeTbCcs 4OMOMOITU CiM’SIM, SiKi CTUKaKOTbCS 3
PiOKICHUMIN 3aXBOPIOBAHHSAMM.

Mpo Acouiauiro ARGAD

Acoujauis gocnigXeHb y ranysi reHeTUKn Ta NiaTPUMKN cimen

Ta cneuianicTiB dixoH-byproH (ARGAD) € HenpubyTKOBOO
acouiauieto 3rigHo i3 3akoHoM 1901 poky, CTBOPEHOIO Y BEPECHI
2010 poky. ARGAD 3arMaeTbCcs YACTIEHHUMN BUAAMW LiANbHOCTI:

e [lokpalleHHs yMOB NpunomMy Ta Aornsa4y 3a nauieHTamm
3 PiAKiICHMMW 3axBOpIOBaHHAMN B BypryHaii, B pamkax
leHeTnyHOro ueHTpy fixkoHcbkoro CHU;

. MigBULWEHHS piBHA 06i3HAHOCTI MeauYHNX NpaLiBHUKIB
perioHy BypryHais Ta LWWMpoKoi rpOMafCbKOCTI LWOAO PiaKiCHUX
3axBOpPIOBaHb;

. CnpusHHS KpaLli Ta BOOCKOHAMEHIN NigrotoBUi MeguyHnX
npaLiBHUKIB, SIKi 3aMMatOTbCA PiAKICHMMUM 3aXBOPHOBaAHHAMMU;

. [, NiaTPUMaHHA KNiHiYHKX Ta 6ioNorivYHMX OOCMioKeHb
B 00GnacTi reHeTU4HMX MyTaUiln, NOB’A3aHNX 3 aHOManigAMn
PO3BUTKY Ta iHTENEKTyansHUMM Bagamn B BypryHaii.

o6 nigTpumatn Acouiauito APTALL Ta ii micito,
BiOBiganTe Haw canT: http://www.translad.org/

Mpo Fondation Ipsen BookLab

MNpaBauBa nepegadya Haykn rpoMagCbKOCTi € CKITagHO, OCKINbKK
HaykoBa iHhopMaLia 4acTo € TEXHIYHO i NPM3BOANTL 0
noLunpeHHs1 HegocToBipHOT iHdhbopmalii. Y 2018 poui Fondation
Ipsen 3acHyBana BookLab, wo6 3agoBonbHUTY L0 NOTPEODY.
My6nikauii BookLab cTBOpOOTLCS LUISAXOM CniBnpawi BYEHMX,
nikapiB, XygoOXHWKIB, aBTOpIiB Ta AiTel. ICHytouM B nanepoBomMy

Ta eneKkTpoHHOMY (hopmMatax, a TakoX KifibkoMa MOBaMu,
BookLab Hagae kHurm y BinbLue Hix 50 KpaiHax cBiTy onsi nogen
pisHoro Biky Ta Kynbtyp. [Ny6nikauii Fondation Ipsen BookLab
0e3KOoLUTOBHO HaaaloTbeA LWKonam, bibniotekam i nogam, aki
nepebyBaloTb y BaXKKOMY CTaHoBWLLI. [MpreaHarica oo Hac!
OTpumainTe goCTyn 40 HALMX KHWT i NoAiniTbCa HAMK, BiABigaBLLM
www.fondation-ipsen.org.
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[,iarHoCTUYHA NOMUNIKA € PYMHIBHOW L0018 N04ei 3
PiAKICHUMKN 32XBOPIOBAHHIMM Ta TXHiX CiMel. W06
3p03YMITU BiLAMIHHOCTiI CBOro CMHa, MaTu JleBuus
BiANPABJISETLCS Yy HANOJ1ICINBY NOLOPOXK NO
adPUKAHCHKIN CaBaHi.

«Y CBOEMY XKUTTi 4iTK 3iLUTOBXYOTbCA 3 BaraTbma npobremamu.
Mpo xBopoby BaXKO rOBOPUTM 3 AUTUHOK. Lli KHUIM NOSICHIOKTD, WO KOXHA AUTHUHA
CUMbHa i WO i1 AyX BULWMIA 3a Byab-siKy XBOpoBY.»

- Oxenmc A. JleBiH
JokTop dhinocodii, npochecop, ®oHp InceHa, npesnaeHT
www.fondation-ipsen.org
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978-2-38427-002-6 (POD)
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