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CoHs Feprep Ta EJio4i rapcis

MepAiH, MareHbke
ouKe KouleHs

AITW TEHETUKHU






3HanomTecCh ye - MepJiiH, ManeHbKe
cMMnaTuvHe OuKe KOwWeHS. BiH »Kuse
B NiBA,eHHOAMPUKAHCbKOMY cedli 3i
CBOEW MaMO, NpeKpacHow Jiesnueto
Me.o0BOro KoJibopy. Mama MepaiHa
AYy>Ke JII6UTb CBOro CMHOUKA. AJe
MepJliH 2HICKiJIeYKN He CXOXKWU Ha
3BUUaiHe N1eBeHs! bivibw TOro, BiH
HaBiTb HEe CX0XXWM HA 3BUYANHOI O
KoTa! Ha HbOro 4yacTto KmoakTb
6arato HenpMeMHUX NOMNSAIB i
No-3J10My pearywTb, TOMY WO BiH
BUMNS02€ He TaK SK iHWI.



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

ioro noBaykaiTb 3a BeJiMvesHy
MYLPICTb Ta NpaBAUBI NependaveHHs.
3a3BnMvan BiH Mae€ BiLoNOBiAOi Ha BCi
NMUTAHHS | MOXKe BUPIWMTU MalxKe BCi
npo6yemMu.










Myapeub, CTapa MaBna, yBaXKHo
OrNSHYB MepuiiHa. BiH BUrNS.O.a€
cnaHTeJIMYeHnM, moro 06J1IM4Yus
301BOBaHe, BiH O,0Bro AyMae,
ropTanYm 04HY 3i CBOIX YMCIIEHHUX
KHWr. Yepe3 neBHWU Yac BiH 3HOBY
ornisoae MepJiiHa, 3HOBY NOBepPTAEThCS
D0 KHUM | Kaxke:

«Mepwunin paz 3 Taknm
3iWTOBXYICb. He 3Hal sKa Tu
TBapuHa! Ha LaHWN MOMEHT
MOXKY LaTU TiVIbKKW OLHY nopany
— NOA,0pOXKYBATU. [,0CHiAXKYyHUTe
iHWi cena, MicTa, KpaiHu. I4iTh i
3HaNOMTeCS 3 IHWWUMW 3BipSTamu.
BpewrTi pewT XT0Cbh Bam
060BS3KO0BO [L,ONOMO>Ke> .
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MaTun J1eBuus i MepaniH 3a nopan,on
MyAapeus BUpPywKJI1M B CeJio renapmis,
WO 3HaX0A4MJI0Ch 32 KiJlbKa MWJb Big,
HUX.

«BW WOCb WYKAETE?» — 3anuTaB
MOJ04MI renaph, He3Hamomuis.

«$ npunwana NoaMBUTUCS, UM
He 3Hanay 8 y Bawomy cewni
renapma, CXoXoro Ha Moro
CUHa», — 3 Ha L€l BionoBiya
MaTun JieBuus.

Fenapm, 3 ropLiCT NOLMBMBCS Ha
ce6e NoTiM Ha MepJiiHa i BUTYKHYB:

«3BiCHO WO Hi! BN XX 6a4nte, wWo
BiH 623 nJy1IsM! Baw CUH TOYHO He
renapAa!»
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MaTun J1eBuus i MepJuiH 3HOBY
BUPYWWIIN B L,0pory. Uboro pasy
BOHM NOoTpanMJsiM 4,0 cena Kapakawvis.
Jopora 6yna TaxKKa Ta 40CUTb
[,08ra. BOHM 4Oy>e BTOMUJIIUCA. MaTun
JleBunus B><e novaJia nymatu npo Te,
WO ye BCe MapHa 3anymKa. AJie Hi,
Hi, Hi3aWo0 He MOXKHa 3..aBaTucs! I
NOTPIGHO 060B’I3KOBO 3'ICyBATH, YOMY
MepJiiH BiAPi3HAETLCS Bid, iHWKX.
BoHa xove, Wo6 MepuiH BUpiC 3
IHWKMMK 3BipSTaAMU, TAKUMU XK, SK BiH.
Micns 6araTboX AHIB HAPEWTi BOHU
NnpneyBaKwTb 40 cena Kapakadw.



«[106poro AHs, Bu6a4Te, Wo
TYPGYI BacC. § WyKak TBapUHKY,
CXO>KY Ha MOro CuUHa i cnonisawch
I 3HANTK ¥y BaC», — KaKe Matu
J1eBuus.

NpeAncTaBHUUS KapakaJiB yniackaso
i A0Bro AMBUTLCS HA MepJuiHa. BoHa
Ka>Ke TUXUM T0J10COM:

«TaK LiMNCHO Y HbOro, 9K i ¥ Hac,
rOCTpi Byxa, aJie ye Bce Wo €
CNiyIbHOr0, GiJlbwe HemMae *O04HUX
3araJibHmx puc. He oymaiw, wWo BiH
€ YaCTUHO HAWOro Bnaoy».
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NpeAacTaBHUUs Kapakanis ny»xe no
A,06pOMY O UBUNACS HA MepJiiHa, a
TOM 11 Y BiANOBiAb NOCMiXHYBCS.

«3HaeW, OUTUHO, TN YHiKaJbHUIA!
YHiKanbHUA Y CBOEMY BMAi. Take
3yCTpiYa€EThCs AYy>Ke piaKo! Tu
cnpasAi 0CO6JIMBUA!I»

Ii wmpi Ta TYp60TJIMBI CJ10Ba
3acnoKkoiin Matu Jiesnuw.

«MpenCcTaBHUUS KapakauniB Mae
paui» -, AyMae BOHA.

MepJliH €4MHUIA Y CBOEMY POL,.
nonpowaswwucb, Matn JieBuus i
MepJiiH NPOLOB>KYKTb CBOK NOLOPOXK.



BOHW WYKaKTb BiAnNoBiAb OHIMH,
TUXKHIMU, MICAUSIMWU NOL,0PO>KYHUN
Bif, ceflia 00 cena, Bi4 MicTa

0,0 MiCTa, BifO, KpalHn 00 KpaiHW.
Bi4noBiAb 3aBXA4M 04HA:

«MepJliH He 3 1XHbOro BUAY>.



MepJiiH He Jieonaph,. BiH He KiT-
cepBaJl. BiH HaBiTb He adPUKAHCHKNA
KiT. MaTtn JieBnuUs He 3Hae€, Kyau

ATV i WO poGUTK. BOHA NPOO0BIKYE
ONyKaTN N0 aPPUKAHCOKUM KyWaMm 3
MepJuiHOM, Cno4,iBAKUNCD, WO XTOChb
3MO>Ke T™M L,0NOMOrTH.






OLHOro paHKky, KoJIn MaTtu i CUH
BiANOYMBANIM 6iNg NILHIXKXKS OAepeBa,
cTaJsiocs Oewo HecnoAaisaHe. [0 HUX
NiAiAWOB HOCOPIr.

«[l06poro AOHs! Big, CBOIX ApYy3iB
S NO4yB NpPO Bac 060X i Bawy
LMBOBUXKHY iCTOpito. I 8 ranat,
WO MOXXY BamM [L,0NOMOrTH, S Bac
3anpowyl 40 MOro cevia, naith
6yOb JlacKa 3a MHOK>», — CKa3as
HocopiIr.

MiAHIBWKCb, BOHN NONPOCTYBAJIM 32
HAM. Hocopir NpuMBIiB 1X 0,0 NPUTYJIKY...
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BJ1ACHUKOM NPUTYJIKY 6YB we
0AMH L,06p03MUUJIMBUIA HOCOPIr. Y
NPUTYNKY MaTtn JieBuus i MepJiiH
NO3HANOMUJIINCS 3 15 NOKUHYTUMM
TBapuHamu, 3a SKUMU O,0MN90,a€
HocoOpir.

«X0M4iMO0 32 MHOW. S XO0Uvy Bac 3
KUMOCb NO3HAUOMUTU!» — KarKke
HocCopir.

MiLiMWoBWK 6JIMXKYe i BiaKpUBWH
poTa Bi4, 34MBYBAHHS, MaTun JieBuus
noéavymna moJsone Kowehs, sKe
BUMS0,8010 TOYHICiHBKO TaK Camo, SIK
11 061 MepaiH!










«Ue KOweHs TPOoxXu cTapwe 3a
MepJiiHa. Woro wepcTtb TaKoX
BYriyIbHO-Cipa TakKi » CaMi rocTpi
ByXa, TexX Ba*XKo 6iratun. Tak
caMo, 9K MepJiiH, KiJlbKa poKiB
TOMY BiH 4Oy><e CTpa>K.A4,aB, KOJu
He BCTUras 3a CBOIMWU POLUUAMM.
Ane 3apas3 BiH 4Oy>e [06pe
NOUYYBAETHCS B NPUTYJIKY>,-
NPOKOMEHTYyBaB Hocopir.



Ue 6yna L008Bra i BUCHaXKJimBa
noaopoXK. Ayie Matn JieBnus HapewTi
3HaMwNa Te, Wo wykaua. 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 BXXe He 04MUH.







Mpo noMunkKkm aiarHOCTUKM

[iarHocTnyHa nomusKa BigAHOCUTLCA 0 nepiogy, NPOTArOM SIKOro
naujieHT Yyekae giarHoay. Lle moxe TpuBaTtn ocobnmso 4OBIO Y
BUNALKY PigKiCHUX 3aXBOPHOBaHb, SIKi BpaXkatoTb 3 MiSTIbOHM Noaen
y ®paHuii. NMomunka giarHoCTUKM MOXKe CTaTy MPUYMHOK0 CAPaBXKHIX
CTpaxAaHb A4 NauieHTiB Ta IXHIX CiMeR, siKi YacTo Big4vyBatoThb, LLO
X HE YyloTb | He po3ymitoTb. [pmnBaTHe, couianbHe YM nNpodecinHe
XUTTS MOXKEe CUITbHO MocTpaxdaTu, WO NpM3BoaAnNTb A0 i3onauil.
Ponb 0oBIigKOBUX LEEHTPIB | LEHTPIB KOMMETEHLIT € BaXNMBOK. AK
cToBMNU B 6GoOpOoTLOI 3 4iarHOCTUYHOK MOMUIKOBICTHO, Li LEHTPU
BigirpaoTb KMYOBY ponb Y NiATBEPLKEHHI AiarHO3y, KU BOHW
HagalTb y BinbLOCTi BUNagkiB. BUSBNEHHsSI reHETUYHOT NPUYNHN
PiOKICHOrO 3axXBOPIOBAHHSA € BaXXNTMBUM KPOKOM Y HanaroaKeHHi
BiQNOBIAHOrO MEOUYHOIO CNOCTEPEXEHHS, NONEepPeIKEHHS
yCKIagHeHb, po3pobLi NepcoHarnizoBaHUX TepaneBTUYHUX CTpaTerii
Ta HagaHHS reHETUYHUX KOHCYIbTauin. HaykoBi JOCArHEHHS B
00nacTi reHETMYHOro aHarnidy OCTaHHIX POKiB, 30Kpema, nosisa
BMCOKOMPOAYKTUBHOIO €K30MY Ta CEKBEHYBAHHS reHOMY, 3pobunu
MOXINMBUM [iarHOCTyBaTu baraTbox nauieHTiB, Ski nepebyBatoTb y
AiarHOCTMYHOMY NiABILLUEHHI, iHO4I poKaMu, i 3anMLLaoTbCA CNpaBXHS
Hagis ansa BCiX NauieHTiB, SKi BCe e WyKakTb AdiarHos.

[iarHOCTUYHI MOMUITKN € PYWHIBHUMMW ANSA Nogen 3 pigkicHumm
3axXBOPIOBAHHAMM Ta iXHix cimen. LLlob 3po3ymMiTu BiAMIHHOCTI CBOrO
cvHa, Matu JleBnus HEBNMHHO NOAOPOXYE MO adPPUKAHCBKIN CaBaHi.

Mpo aBTOpa

MegunuHni cekpetap CoHs Neprep Bxe baraTto pokiB 3arMaeTbCs
SaratbMa nauieHTamu, 3 pisHUMU FrEHETUYHMMI 3aXBOPIOBAHSIMU.
MocTinHe cnifikyBaHHA 3 HUMW, HAAUXHYNO i HA CTBOPEHHS L€l
cepii KHUT Npo OiTen reHeTUKn. KHurn uiel konekuii npoctumn Ta
3pO3yMINIMMK CrIOBaMu BUCBITINIOKOTb NPOBneMn 3 SkMMi Ui noan
3iLUTOBXYIOTbCA LLOAHS .

Mpo ImocTpaTopa

Enogai Mapciqa. NpadiyHnin ousanHep, aBTop Ta iNOCTpaTop OUTAYUX
KHWXXOK Ta KOMIKCIB. [lenikaTHICTb ii MantoHKiB 4O3BOMSE i1 Nerko
OOHOCUTUY 0 YMTava cknagHi pevi. InocTpytoun cepito KHur «ditu
reHeTMKN», BOHa CNoAiBaeTbCcs OMOMOITU CiM’SIM, SiKi CTUKAKOTbCS 3
PiOKICHUMIN 3aXBOPIOBAHHSAMM.



Mpo Acouiauito ARGAD

Acoujauis gocnigXeHb Yy ranysi reHeTUKn Ta NigTPUMKK Cimen

Ta cneuianicTiB OixoH-byproH (ARGAD) € HenpubyTKOBOO
acoduiauieto 3rigHo i3 3akoHoM 1901 poky, CTBOPEHOIO Y BEPECHI
2010 poky. ARGAD 3anMaeTbCcs YNCIIEHHUMM BUAAMW OiSNbHOCTI:

*  [lokpalleHHs ymOB NpunomMy Ta AOrns4y 3a nauieHTamm
3 PiAKiICHMMN 3axBOptOBaHHAMN B BypryHaii, B pamkax
leHeTnyHOro ueHTpy LixkoHcbkoro CHU;

. MigBULLEHHS piBHS 00i3HAHOCTI MeaUYHNX NpaLiBHUKIB
perioHy BypryHais Ta LWMpoKoi rpoOMafCbKOCTI WOAO PiaKiCHUX
3axBOPIOBaHb;

. CnpusiHHS Kpalli Ta BOOCKOHANEHIN NigrotoBLUi MeguyHnX
npaLiBHUKIB, SIKi 3aMMatoTbCs PIAKICHMMUN 3aXBOPIHOBAHHSAMMU;

. [, niaTpUMaHHA KNiHiYHKX Ta BioNorivYHKMX OOCioKEHb
B 06nacTi reHeTUYHUX MyTaLiin, NOB’A3aHMX 3 aHOManigMK
PO3BUTKY Ta iHTENEKTyanbHUMM Bagamu B BypryHaii.

LLlo6 nigTpumatn Acouiauito APTALL Ta ii micito,
BiABiganTe Haw canT: http://www.translad.org/

Mpo Fondation Ipsen BookLab

MpaBavBa nepegaya Haykm rpoMafCbKOCTi € CKIagHOK, OCKISNTbKK
HaykoBa iHpopMaLis 4YacTo € TEXHIYHO i NPU3BOANTL A0
noLUMpeHHs1 HegocToBipHOT iHdbopmalii. Y 2018 poui Fondation
Ipsen 3acHyBana BookLab, wo6 3agoBonbHUTY L0 NOTPEDY.
My6nikauii BookLab cTBOPOOTLCS LINISAXOM CniBnpawi BYEHMX,
nikapiB, XygoXHWKiB, aBTOpiB Ta AiTen. ICHytouM B nanepoBomy
Ta eneKkTpPoHHOMY (bopmMatax, a TakoX KifiskomMa MoBaMu,
BookLab Hagae kHuru y 6inbLue Hixk 50 kpaiHax cBiTy ons nogen
pisHoro Biky Ta Kynbtyp. [Nybnikauii Fondation Ipsen BookLab
0e3KOoLUTOBHO HaJaloTbCA LKonam, bibniotekam i nogam, ki
nepebyBaloTb y BaXKKOMY CTaHoBWLLI. [MpuneagHarica oo Hac!
OTpumainTe goCTyn A0 HALIMX KHUT i NoAiniTbCa HAMM, BiABiAABLUM
www.fondation-ipsen.org.
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He npopaetses - 6e3KoLLITOBHa KHUra






J,iarHoCTUYHa NOMUNIKA € PYMHIBHOW L0018 N04ei 3
PiAKICHUMKN 32XBOPIOBAHHIMM T& TXHiX CiMel. W06
3p03YMITU BiLMIHHOCTiI CBOro CMHa, MaTun JleBuus
BiANPABJISETLCS Yy HANOJ1ICMIMBY NOLOPOXK NO
adPUKAHCHKIN CaBaHi.

«Y CBOEMY XUTTi 4iTW 3ILUTOBXYOTbCA 3 BaraTbMa npobremamu.
Mpo xBopoOy BaXKO roBOPUTY 3 AUTUHOH. Lli KHUrN NMOSACHIOKTB, LLO KOXHAa AUTUHA
CUMbHa i WO i1 AyX BULWMIA 3a Byab-siKy XBOPOBY.»
- Oxenmc A. JleBiH

JokTop dhinocodii, npochecop, PoHp InceHa, npesnaeHT
www.fondation-ipsen.org

ISBN:
978-2-38427-002-6 (POD)
978-2-38427-005-7 (ePub)
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