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CoHs F'eprep Ta EJlo4i rapcis

Lapromma, MareHbKa
iBuuHka 3 poduHu dadaxib

AITU FTEHETUKHU




MK nepe6yBaemMo B CaAMOMY UEHTPI
ripCbKOro mMacusy rip nipeHeis, wo
3HaxoOMTbCs Ha BUCOTIi 2000 MeTpiB.
Ha.nBopi TUXa Hiv i B HOpPi POAUHM
6a6aKiB Te>XX TMwa. KoJim BCi HaBKOJ10
CNNFTb, JIYHAE TUXa NiCHY. Ue Mmama
ba6aK cniBae KOJINCKOBY CBOIN
A,0Hevyi WapJoTTi. TOMY WO, SK i
KOXKHOI HOYi NPOTArOM 6araTbhoX POKiB,
WapnoTtTa, MaJieHbKa LiBUMHKA 3
POONHU 6a6aKiB, HEe MO>Xe 3aCHYTMH.



HacTynHoro paHky Mami ba6ak 6yJ1o
AY>e BaXKKO NPOKUHYTUCS, anrke
BOHa 3morna noapimMatn nimwe
AeKiJbKa ronouH. WapJaoTra, 3i CBOro
OOKY, Y NpeKpacHii copmi! [yxe
CXBWJ1bOBAHA, BOHA KPU4UTDL i Girae no
HoOpi. Tpe6a ckaszaTtn, Wo WapJioTTa
MaiKe He po3MOBUISE | WO AyXKe
4acTo 1 nnav € o9 Hel €ANHUM
3aC060M CNiJIKYBaHHS.




IHWI MeWKaHyi HOpY, p03.LpaTOBaHI
noBeniHkow WapJsoTTh, nepecTtakTb
BOJIOAITK CO60H).

I Koyt WapJioTTa po3onBae Basy,
vawa TepniHHg NepenoBHIETLCS!

«BuBe4M AO,04KY HaOBip! BoHa
BUAWNA 3-ni4, KoHTpouio! Ue
HecTepnHo! », - 38epTaeThCs O4MH
i3 UneHiB CiMT 4,0 MamMun ba6aka,
i Mama, CyMHa Ta posryéJieHa
HeramHo BMKOHYE MOro Hakasa.




Mama ba6ak BMpiwye BiOBeCTU
WapJioTTy Ha rapHy KBiTKOBY
raJisBuHY, WO 3Haxo4uTbCs
HenoLauniK. TYT rpawTbCcs 6arato
CiMen 2 LiTbMHU, SKi 6a>KalTb
HaCOJ104MTUCS OCTAHHIMU COHSUHUMMU
AHIAMU HANPUKIHUI NiTa. baTbKK
pO3MOBJISI0Tb, CNOCTEpPIrak4un 3a rpoto
6a6aKiB.

Mama ba6ak, CyBOPUM OJ10COM,
nonepenykae WapJioTty:

«MoO>Kew iTu rpatucs, aJne

NOBOAbLCS YeMHO! MpU HaMMeHWin

TBOIV rpy6it NOBeMiHUi MU 3pasy

X nigemo n0a00my! »
WapnoTTa KuBae i 3a.4,0B0J1eHa
GiXKWUTb 0,0 iHWKX LiTein 36upatu
KBIiTW.




NPMEJSIM3HO Yepe3 N'STHALUATb XBUJIUH
NOYMHAKTLCS KPUKKN Ta CJ1bO3W.
HaBKOJ10 LiTeil YyTBOPHETbCS KOJ10.
Mama babak HamMaraeTbCs NPoGUTHCS,
W06 No6aumTi, Wo Bia6yBAETHCS.

I Te, Y0ro BoHa Tak 6osJiacs,
niaTBep.LnNocs. NPOTUCHYBWHCDH
BCepenuHy BOHa 6a4nTb, WO
WapanotTa 6°¢ Ha 3emMai 04HOro 3i
CBOIX MaJ1eHbKMX LpY3iB.



Mama ba6ak nocniwae po360pOoHUTH
ABOX AiTel. ba6ak, uo nocTpa<.nas,
ny1aYyum, X0BaETbC HA pyKax

CBOro tata. IHwi 6aTtbkn cep.ouTo
LNBNATBCS HA Mamy ba6aka. 00 i
BYX LOJIiTA0Tb YPUBKK TXHbOI PO3MOBM.

«JKa NoraHo BMxoBaHa LOUTUHA!»

«Us mMaJieHbKa LiBYMHKA ba6aK
AY>Ke CUNbHO BiLpi3HIETLCS BiL,
IHWKX, BOHA BUparKae cebe Jyinwe
Yepes HacuabCTBO. I He MOXKHa
D,03BONISTU TPATUCS 3 iIHWUMMU
LiTbMWN. > '

Mo4vyBWHW BCi Ui 06paznnBi dpasn,
Mama ba6ak 6epe WapJioTTy 3a pyKy
M NOKNLO,a€ ransBuHy.




Tpoxu AOaJii, B CAMOTHbOMY MiCUi,
Mama batak i WapJsioTTa 3ynnHSHTbCS
Ha KiJlbka XBWJIMH. WapnoTTa,
CTyp60oBaHa TUM, WO WOWHO
BiAL6YJ10CS, BCiLAETHCS HA CKedli i,
3rOPHYBWUCh KaJIaUNKOM, XUTAETHCS i3
CTOPOHW B CTOPOHY, W06 Cnpo6yBaTtu
3aCnoKOITHCS.

ToAai Mama ba6ak He MoXke
BTPMMATUCS | NOUMHAE AOYy>Ke TipKo
nyiakatu. Wo BoHa Mae 3po6uTu, woe
NOKPAWMTU TXHE NOBCAKOEHHE YKUTTI?
SK BOHa MO>Ke L0nOMOrTH CBOIN
[,0HbYi?



PantomM, Haye XTOCb NpovynTas i
LYMKW, N03a.L0y Hel 3 SBUN0CS MoJi04.e
JIMCEHS i HiIXXHUM Ta 3acnoKimnBnM
FOJI0OCKOM NPOMOBUJIO:

«He noTpioHO Nnakatn. Aoyke
yue He Bawa noMmuniKa. I TakoxK
He Bawol AUTMHWU. Bam NpocTo
noTpi6Ha moonomora. NooAuHY;
BKn He 3moXKeTe BUPIWNTU
npo6Jyiemy.»

- XT0 Bn? Mama baoak
HACTOPO>XKEHO 3anuTye.

«[103B0JIbT€ MeHi NpeacTaBUTUCS.
MeHe 3BaTu NaH Jinc. 3 nikap,
aJie Mos po6oTa noJisirae He B
JIIKYBaHHI TiNa, a B JNliKYBaHHi
po3ymy!», - Kaxke BiH 3
eHTYy3ia3zMoM.




Mama ba6ak i Jyiikap J1c 0,08ro
PO3MOBJISIOTb pa30M. MamMa ba6ak
0Xouve [O,0BipSETbCS MOJ104,0MY
JNiKapesi i NOACHIE NOMY BCi
TPYAHOWI, 3 SKMMK BOHA 3iTKHYNacs
NicNs HapoL>KeHHs WapJyioTTn. TomMy
WO CJiA BU3HATK, He3Ba>Kakn4n Ha
BCI0 J1I060B, SKY BOHA BiAvyBae 4,0
CBOEI AUTUHN, MaMa ba6akK 4acTo
WOKOBaHa NOBe4iHKOK CBOEI L,04KM.
Jlikap JI1c 06iyse 1 0,0N0OMOrTy.
Mama ba6ak BinovyBae, Wo nicns
CTiJIbKOX POKiB CTpaKAaHb, 1l HapewTi
3p03yMiVI i BioUvyBae BesinuesHe
noyner weHHs!



-----

3 TOro AHs nikap Jimc i Wapnotta
noYaJin peryJnsipHo 3yctpivaTucs.
NaHi Jlacka, NoMivYHKUs JNiikaps Jiuca,
TAKOXX BeCb 4Yac NpUCyTHS nopyu4.

BoHa 4oonomMarae WapJioTTi CTaTu
3p03yMINION 418 iIHWKX, BramyBaTH
3J1iCTb i NPUNNHUTN BUTU OTOUYIOUKX.
NicN19 KOXKHOro Bi3UTY NaHi Jlacka

I Jikap JInc paszom 06roBoOpTb
PiWeHHs, 9Ki BOHU MOIIM 6
3anponoHyBaT WapnoTTi Ta i
MaTepi. 3 Yacom M TpbOM B.L,AJ10CS
CTBOPUTU LOYy>Ke LPY>KHi CTOCYHKU
Ta NpUOyMaTu OpuUriHaJibHUA CNoCi6
CNiyIKYBaHHS 3 WapJ10TTOK, B OCHOBI
SIKOro J1eXXutb rpa.
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«KO0><He CTBOpPiHHS MO>Ke ce6e
BMpaXkaTtu pizHuMm cnoco6amm,
He TiJIbKkM OOHUMU CJI0BAMU!», -
JIIOO6UTbh HaranysaTtu NaHi Jiacka.

Jlikap JiMc Tako»< nponucye WapJioTTi
TpaB’sHWIN 36ip Ta iHWI CeKpeTHI
iHrpedieHTH, SKi monomaranTb i
cnatu Ta 6YTW CNOKIiAHIWOK BAEHb.
D59 MamMu baéaka i WapJsioTtu
NOYMHAETLCS HOBE Kpawe XKUTTY, i

Ui LBOE Yy CYNPOBOLI Ta NiATPUMUI
JNiKapiB NovyBalTbCs HaGarato Kpauwe.



Ha.nBopi TUXa Hi4. Y HOpi POLUHU
ba6aka Bce CMoKinHO. Kosn BCi
CNASTh, JIYHAE TUXA NICHY. Ue Mama
ba6aKk cniBae KoJIMCKOBY WapJioTTi....
SKa Oy>e WBUOKO 3aCUHAE.

3anyiouwyoum noBikKM, MamMa ba6ak 3
NOCMIWKOK Ha ByCTax wenouve iu:

«Ha n06paHi4, Mos Jil6a

LiBUNHKO. I TexK 9K i T oy
cnaTtn, Wo6 no6avmtn YapiBHi
CHOBWAiHHS B KpalHi CHiB....»

J,asaite norosopumo!
Cnpo6yiTe NpOoMAOBXKUTU U0 iCTOPil0 pa3om

3 OiTbMWU. 3aNUTaHHS, SKi BU 3HaOeTe Ha
HACTYMNHiA CTOPiHUi, 3MOXKYTb Bam
A,0NOMOITU Y BaWKUX po3oymax.




9Ke TBOE CTaBJIGHHS 4,0 1T
noBe AiHKn?

U 3HAEW TWU KOrocCb, y KOro MO>KyTb
BUHWUKATU CUJIbHI iICTEPUKK i XTO
iHOAI MOXKe GUTU OTOUYIOUMX?

SK 6M TK BiopearyBaB Ha KOroco, y
KOro Tpanuniacs CuJibHa ictepuka?

UM 3HAEW TH, WO ATAM iHOL
Ba>KKO KOHTPOJI0BATH Ce6e, KO
BOHM 06Pa>KaloTbCs 260 KOJIM BOHM
He MO>KYTb 3PO3YMITH iHWUX, SK
HanpuKAam, WapsoTTa, SKa He BMie
PO3MOBJINTU?

A 3 TOGOI TaKe KOJMCh
Tpannsnocs?

nominmcs
CBOEI0
DYMKOI0 Npo
WapnoTTy?

Wo TM AymMaew npo i
Npo6J1eMun 3i CHOM?

Un 6yna B Te6e B XKUTTI cUTyauis
KoM TOGi 6YJ10 BaXKKO 3aCHYTH, SK
WapwnorTi?

T06i KOJIM-HE6Y.Ab CHUJIUCS
Kowmapu?

TU KOJM-HeGyAb BiAvyBaB
pO3.0paTyBaHHs Ta 3MiHy HACTpPOI
vepes Te, WO TW He BUCNABCS BHOMI?

Mpo po3naau CHy Ta NnoBefiHKMU

Po3naan cHy Ta noBeAiHKM € CUMATOMaMM KiflbKOX PigKICHUX reHETUYHNX
3axBOpPIOBaHb Y AiTeN-HOCIIB. Po3nagn noeeaiHky BignoBigaTb
HeaganToBaHOCTI 4O MOBCAKOEHHOMO XUTTH. BoHM nposBnstoTbes

SK OIS Y1 peakuis, Wo He BignoBigaloTb HANEXHOMY CTaBMEHHIO i
BM/IMBAKOTb HA CIMENHE Ta cycnifibHe XUTTS. BoHn GyBatoTh pi3HMX

TUNIB: ayTo Ta/abo retepoarpecisi, po3rasribMyBaHHS, OMO3uLis,
npoBoKaLis, cTepeoTunii, posnagn xap4oBol NnoBeaiHkK Towo. Posnagu
CHY NPOSIBMSIOTLCS CKNagHOLLAMMN 3 3aCMHAHHAM, HIYHUMW CTpaxamm

Ta NPoBymKEHHAMUN, KOLUMAaPHUMKU CHaMu Towwo. BoHn npr3BogdaTe oo
NMOCUIEHHsI NOBEAIHKOBNX Npobnemu npotsarom gHs. Lli posnagn gyxe
Ba)XKO KOHTPOJTOBATU Yy TaKNX NALEHTIB Ta XXUTU 3 HUMMW HaBIiTb GNU3bKUM
ngaM, SKi Ay>Ke 4acTo BUSIBNSOTbLCA 6e3nopagHnMM Ta BUCHAXXEHUMN
UMM CKNagHMM NOBCSKAEHHUM XUTTAM. MynbstuancumnniHapHa gonomMora
ANTSAYOro ncmxiatpa Ta ncuxosnora, NoB’d3aHa 3i CHOM i CRifIkyBaHHAM,
emMoLisiM/ TOLLIO, 30CepeaKeHa Ha LLOAEHHIN NoBeAiHLI, € BaXKNNBOIO

AnNs JONOMOrv ANTWHI Ta Ti poguHi. Takox iHOAI HEOOXigHO, 3aNeXHO Big
TSXKKOCTiI CHY Ta NOBEeAiHKOBUX po3fagiB, po3novyatv MeamkaMmeHTo3He
NiKyBaHHSA OUTUHK, WO6 ONOMOITH i peryntoBaTy CoOH Ta cTabiniysartu
po3nagu. [oBigkoBMi LIEHTP pigkiCHMX 3axBoptoBaHb GEnoPsy, Akuii
npuegHaHun oo diniany oxopoHu 3gopos’da AnDDI-Rares, nossonse,
3aBadaKM MiXXOMCUMNONIHAPHIN rpyni eKcnepTiB, HagaBaTu crewianisoBaHy
AO0MNOMOry, sika CNpusie NOKpaLLEeHHIO OOrMSAY Ta SKOCTi XUTTA Noden i3
NCUXIYHMW Ta NCUXIYHMMW 3aXBOPIOBAHHSIMU /abo po3nagamMuy NOBEiHKM
reHETUYHOrO NMOXOXKEHHS.

Mpo aBTOpa

Meawnynuin cekpetap CoHs 'eprep Bxe 6arato pokiB 3aMMaeTbCs
GaratbMa nauieHTamMu, 3 Pi3HUMU FrEHETUMHUMM 3aXBOPOBaHAMM. [ocTinHe
CMifIKyBaHHSA 3 HUMUW, HAAUXHYIO il HAa CTBOPEHHS L€l cepii KHUM Npo

AiTen reHeTukn. KHuru Uiei konekuii npocTnmMm Ta 3po3ymMinumMm crnosamm
BUCBITSIIOKOTb NpOBremMun 3 aKMMK Ui Nioam 3ilUTOBXYIOTLCS LLOAHS .

Mpo InocTparopa

Enopgi Mapcis. padiyHun gnsanHep, aBTop Ta incTpaTop ANTAYNX
KHWXXOK Ta KOMIKciB. [enikaTHiCTb iT MantoHKiB 403BONSE i1 NErko
AOHOCUTU 0 YnTaya CcKnagHi pevi. Intoctpyoum cepito KHur «itu
reHeTUKM», BOHA CrnoaiBacTbCA AOMNOMOITU CiM'AIM, SAKi CTUKaOTbCA 3
PIOKICHNMMW 3aXBOPHOBAHHSMM.



Mpo Acouiauiio ARGAD KHury # 10.9

Acouiauis gocnigXeHb y ranysi reHeTUKM Ta NIATPUMKK CiMen Ta

cneujanictis [ixoH-Bypron (ARGAD) € HenpnbByTKOBO acoLiiaLjieto no’u‘i‘ni]’bcg CBOEK ﬂdMKOl’O!
3rigHo i3 3akoHoM 1901 poky, cTBopeHoto y BepecHi 2010 poky.

ARGAD 3armaeTbcs YNCNEHHUMWN BUAAMMU OisiNbHOCTI:

* [lokpallueHHs yMOB NpuioMy Ta gornsagy 3a nauieHtamu 3
PiAKiICHMMUY 3axBoptoBaHHAMU B BypryHaii, B pamkax eHeTn4Horo
ueHTpy AdbkoHcbkoro CHU;

* [ligBULLIEHHS piBHS 00I3HAHOCTI MeAUYHNX NPaLiBHUKIB
perioHy BypryHaia Ta LUMpokoi rpOMafCbKOCTI LWoAo PiaKICHUX
3aXBOPHOBaHb;

*  CripuysHHSA Kpallin Ta BAOCKOHANEHIN NigrotoBLi MeanyHmnx
npauiBHUKIB, SIKi 3aMMaloTbCA PiAKICHUMU 3aXBOPHOBAHHSMU;

[, niaTPMMaHHSA KniHiYHMX Ta GionoriYyHnx gocnigpkeHb B obnacTi
reHETMYHUX MyTaLii, MOB’A3aHMX 3 aHOManigMn PO3BUTKY Ta

iHTeJ'IeKTya NbHUMMW Bagamu B EpryH ,El,i'll. ISBN: 978-2-38427-157-3 (apykoBaHa KHMra_q)paHuyavaa BepCiﬂ)/ 978-2-38427-162-7 (ePub_(bpaHL_LysbKa Bepc@ﬂ)/

978-2-38427-158-0 (npykoBaHa kHura_aHrmiicbka Bepcisi)/ 978-2-38427-163-4 (ePub_aHrniiicbka Bepcist)/

978-2-38427-159-7 (ppykoBaHa kHura_icnaHcbka Bepcisi)/ 978-2-38427-164-1 (ePub_icnaHcbka Bepcisi)/

978-2-38427-161-0 (apykoBaHa kHura_kutancbka Bepcisi)/ 978-2-38427-166-5 (ePub_kwraiicbka Bepcis)/

978-2-38427-160-3 (apykoBaHa kHura_ykpaiHcbka Bepcisi)/ 978-2-38427-165-8 (ePub_ykpaiHcbka version)
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Texket: CoHsi ['eprep

Mpo Fondation Ipsen BookLab
IntocTpauii: Enogi Fapcis

MpaBavBa nepegadya Haykm rpoMafCbKOCTI € CKNaaHO, OCKINbKK " " : _ _ Sy MIlTER
. . . . HaykoBa ny6nikaLisi: AcoLiiaLjisi [OCTiZKeHb y rany3i reHeTUkM Ta NiaTPUMKY CiMel Ta cnevjianicTis y
HayKkoBa |chopma|.u;| ""aCT__O € TEXHIYHOO | NPU3BOAUTL A0 MOLUMPEHHA [Lixon-byproxai (ARGAD - Association de Recherche en Génétique et d’Accompagnement des familles
HepocToBipHOT iHdopmalii. Y 2018 poui Fondation Ipsen 3acHyBana et professionnels de Dijon-Bourgogne)
i Mepeknag: Onbra MapkoBa Ta KatepuHa KoHgpalibka
BookLab, 106 3a,u,0|30nb|-!m|/| Lug notpeoy. 'I'Iy6f1n<au,|| BookITab Pegaruis: Céine Colombier-Maffe
CTBOPHOKTLCA WLITAXOM cniBnpaul B4EHUX, NIKapIB, XyAOXXHUKIB,

aBTopIB Ta AiTen. ICHyo4M B NanepoBOMY Ta €fIEKTPOHHOMY Bnepwe OﬂvﬁﬂiKOBaHood)paHuy%KavMOBO*ngépecepb 2023 Zpgg
. puriHanbHuii TekeT: © Cons Meprep,
(*)'OpMaTa.X, a TaKO).|.< KIﬂbK(?Ma mosamu, VBOIOkLab H_aﬂ'ae KHATW Y OpwriHanbHa ny6nikavis: © Fondation Ipsen (®oHg InceHa), 2023
OinbLue Hix 50 KpalHaXx CBITY AnA nogen pISHOro BIKY Ta KyIbTyp.
I'Iy6ni|<au,i'|' Fondation Ipsen BookLab 6e3KOLITOBHO HagalThCS ®paHLy3bkui 3aKoH Ne 49.'956 BiA 16 nunHs 1949 poky Npo BUgaHHs, npmsHaqui Ans Monogi,
. . . 3MiHeHO dhpaHLy3bkum 3akoHom Ne 2011-525 Big 17 TpasHs 2011 poky.
Lkoram, 6idniotekam i nogsam, ki nepedyBatoTb y BaKKOMY O60R AK0RUA IBABAHT: civetis 2024 .

crtaHoBuLi. MNpuegHancs go Hac! OTpumanTe AOCTYN A0 HALLUMX KHUF i

noZinitecs HUMMK, BiaBiaaeLwy www.fondation-ipsen.org. e e

ePub Bepcis : www.flexedo.com

He npogaetbes - 6e3KoLLTOBHa KHUra


https://forms.office.com/Pages/ResponsePage.aspx?id=amt3nsymr0-gVKUCFTvrAQ2uKc_-HoxLn0SIQuPXFalUMlQwVUlDT0g5NlNYUEtPUFhIMlNHWVo4My4u
http://www.translad.org/faire-un-don/

YBeuepi, Ko BCi »KMTeJli HOpU CNOKilHO
3aCMHalTh, MaJyieHbKa AiBYUMHKA-6206aK WapnoTTa
AYy>Xe 3HepBoBaHA. CONOAKI KOJIMCKOBI Mamu
ba6aka He LO0noOMaraTb, i KO>KeH HaCTYNHUA LeHb
NPOXOAUTb BCe Bak4e i Barkve.

Y1 BLACTbCS POLMHI ba6aKiB NniLnopsaKyBaTu
BeJinuesHy eHeprito WapJyioTTu Ta HapewrTi cnaTu
CNOKIMHO i1 Ta BCiA POAMUHI?

«Y CBOEMY XKUTTi 4iTW 3iLUTOBXYOTbCA 3 BaraTbma npobremamu.
Mpo xBopoOy BaXKO roBOPUTY 3 AUTUHOH. LLi KHUMM MOSACHIOKTB, LLO KOXHAa AUTUHA
CUMbHa i WO i1 AyX BULWWIA 3a Byab-siky XBOPOBY.»

- [xenmc A. NeBiH
JokTop dhinocodii, npochecop, ®oHp InceHa, npesnaeHT
www.fondation-ipsen.org

ISBN:
978-2-38427-160-3 (apykoBaHa kHura)
978-2-38427-165-8 (ePub)
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CBOEW AYMKOH!

He npopaeTbes - 6e3kolLToBHa kKHUra



https://www.fondation-ipsen.org/book-lab/book-lab-survey/

