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MauneHbKa Kpoyvyus Ha iM’'s bipriT
>KMBe pa3oM 3 6aTbKamKn Ta CTapwokr
CecTpol KanwcCuH. 3 HapoaKeHHs
BOH& Mae€ pifAKiCHe 3aXBOPHBAHHS.

Y cBOI CiM POKiB bipriT He Moxke

aHi X04WUTKU, aHi rOBOPUTHK, i NOraHo
6aynTb. ANle 30BCiM He 4Yepes3 ue
poOWH2 KPOJIMKiB BiLoOMa Ha BecCb
Jic...

Ka>kyTb, WO ye poaunHa cnpaBHix
cyneprepois! Tak, Tak — 3 peaJibHUMH
Ha.434i6HOCTSIMM!



— «Hes3BMYanHa OUTUHA
HAPOLOXKYETbCS B HE3BUYAIHIN
POLMHI», — JIG6NATb Ka3zaTu
MeWKaHui Jiicy.

I Koy Npo Ul JiereHny Ai3HaeThCs
LONUTAMBE GiNYeHS Ha iM'S Maiiodb,
BiH He MOXXe AOyMaTu Hi Npo Wo
iHWwe — BiH Ma€ PO3KPUTU TAEMHWUUI0
POANHN KPOJINKIB!

W06 3L4iACHNUTM CBOK MiCilo, GiJYeHs
BMpPiWYE TUXEHbKO CnocTepiratn 3a
Uiel0 pOANHOL.

Nepworo LHS BiH CJiLKYE 382 MaMOK-
KpoJiMue BnpoLoB>K 1T WauneHoro
DOHS.



Mama-KpoJinys NpoKMN.L,A€ETbCS

we BO,0CBIiTA W NOUMHAE LeHb i3
NPUroTYBAHHS CHiL2aHKY A0S BCi€l
POAWHW. NOTIM BOHA L,A€ bipriT JiKu,
aonomarae im BMUTUCS N 048I TUCS.
WOMHO A4isvYaT Biogesn 0,0 WKOJIM —
BOHA MYUTb Y MarasuH, a To4i — Ha
poGOTY.



YBeuvepi BoHa 3a6upac bipriT i
KankcuH, 43BOHUTb JiiKapsM, Wo6
3annucaTin LO,0HbKY Ha NpUOMK,
nonomMarae i NOMUTUCS, FOTYHE
Beuveplo, Nnepesipse A0MaWHE
3aB0,aHHS KanlcuH, i HaBITb
3HaXo04UTb Yac CKNACTU 3 bipriT nasan
nepen, CHOM.



MPUroNOMWEHUI i 3HeCUJIeHUA BiA,
Takoro Temny, ManoJyb 3anuTye ceée:
K MaMa-KpoJiMus BCTUra€e BCe ye B
O4WH OeHb? I TYT MOro OCsKe OLyMKa.

— «Ta 3BicHO! Ii cynepcuna —

HaOWBWAOKICTh! BOHA wBnaowa

3a CBiTN10!» — paniCHO BUTYKYE
ManoJb.



HacTynHoro AHg Maionb BUpiwWYe
NPOCTEXXUTWU 3a TATOM-KPOJIUKOM.
CbOro4Hi BiH 3a/IMWMBCS BA,0M3,

Wo6 L0MaLaTHN 3a bipriT. 9K i
UWOBIBTOPKA, 4,0 HUX NPUXOLUTD
cizioTepaneBT. Ta CbOroAHi AiBYMHKA
He Mae HacTpoOK 3aMmaTucs.

BOHa KpWU4YUTb, TYNAE Jiankamu,
CepauTbCS. A OCKiJIbKM He FOBOPUTD,
3pP03YMITK, YOr0 BOHA XO4Ye, BAXKKO.



— «bipriT, J10062, WO Tpanusoca?»

bipriT YBa>KHO LMBUTbCS Ha TaTa,
PO6UTb KiJlbKa WUPOKNX >KecCTiB i
BMA2€ KOPOTKi 3BYKW. I TaTO BCe
po3ymie!

— «KaszKa, 9KY M1 He O04nTanm
BUopa?! Tn xouew nLi3HATUCS,
UMM YyCe 3aKIHYUTbCH, TaK?» —
nepennuTye TaTo-KpPOoJInK.

BipriT KMBA€E, WHUPOKO YCMiXaK4nCb.



— «[apa3n, s 4ountan To6i
KiHeub iCTOpil, & nicy1s uboro mu
3po6MMO BnpaBKu. I 8 xouy, W06 TH
cnpasAai nocrtapaJiacs!»

BOHM CKpinyIoKTb yroay
PYKOCTUCKAHHSIM.

I nani ceaHc npoxoauTb y 4yn0BOMY
HacTpol.



Maiosib 341MBOBAHUNA i BPaXKeHUI. IK
TaTO-KPOJIMK 3p03YMIiB bipriT, SKWO
BOHA He CKaszaJia »0.4HOoro cJyoBa?

— «Q, 3HaK!» — BUrYKYE MaitoJb.
— «TaT0 BMi€ YMTaTU OYMKM!
Woro cynepcunia — Tesenartis!»

3aXO0NJIeHNN CBOIM BiOAKPUTTSM,
6iy1YeHs noBepTaeThCs A4,000MY 3
HaMipOM NOBEPHYTUCb HACTYNHOro LHS
LJ15 OCTAHHbOrO0 CNOCTEepEe>KeHHs.



nicns MaMu 1 TaTa KpoJiMKiB MaioJib
BMpiwye nocnocTepiratn 3a KanwcuH —
CTapwol cecTpok bipriT.

CbOro4Hi yynosa norona. PoouHa
BMPiWYE BJIAWTYBATU NiKHIK Y napky. 3
Aepesa ManoJib 6a4nTb, SK KancuH i
BipriT rpalnTbCs HA MaNL4AHUNKY.

KancuH — LO,ecaTupivHa, Oy<e
TYp60T/IMBaA cecTpa.

[,0 bipriT niAXxo4uTb rpyna Aiteun i
NOYMHAE 1T ApParKHUTH.



— «Binnante Moin cecTpi Ii
irpawky HeramHo, a6o 6ynere
MaTu CnpaBy 3i MHOW!» — Kaxke
KancuH, cyBopo LMBJISUUCH TM Y
BiYi.

3N9KaHi, 4iTU 6e3 CyiB NoBepTaKTb

irpawky, 6ypMovyun BUGaUeHHs, i
TiIKaKTb.



MaioJib, SKMI1 yBA>KHO CnocTepiras 3a
BCiM, NOCMiXa€ETbCS.

— «JKa cuNa, IKa CMINIUBICTb!» — Maionb Mae BCi O0Kas3n!
3aXONJIETHCH BiH. — «3axmwaTtu PoscninyBaHHs 3aBepweHo. 3aBTpa
CJ12a6WKUX — OCb WO PO6NISTD BiH NOroBOpPUTb 3 POLUHOK i PO3KPUE

CnpaB>KHi repoi!» ™, WO 3HAE TXHIO TAEMHUUN...



HacTynHoro AHsg, NPUAWOBWU 0,0
KPOJIMKIB, 6iJYeHs BXKe TArHeTbhCs 4,0
[3BiHKA, KOJIN Yy€e CMiX i3 cany. BiH
i4e TY4W | 6aYnTb BCHO POLUHY PazoMm.
FIM60KO BAUXHYBWH, BiH NPOMOBJISE:



— «NpuBIT! 3 Maioub, XnBY
nopy4. 8 cnocTtepiraB 3a Bamu i
Tenep 3Haw npasay. S 3HaKw, XTO
BM TaKi. ¥ Bac € Ha.430i6HOCTi!»

MamMa 1 TaTo neperns.naknTbes
30,MBOBAHO, & TOLI PO3CMIlOHTHCS.



— «MMu He cyneprepoi! Mu
3BUUAMHI 6ATbKK», — Kaxke
MaMa-KpoJInus.

— «I B HaC € CBOI TPYLHOWi ¢
CNIaBKOCT», — A040a€ Tato0. —
«MW CTapaemMoCh, aJsie iHoA4,
ye ny>ke Baxkko. € i 3nerty, i
NamiHHS.»

— «Ha wacTs, HamMm Lno6pe
AonomaranTb! badycs biprit
i KanwcuH niaATpuUMye Hac i
NiAMIHSE, KOJIM NOTPIGHO>, —
0,042 MaMa.



Maiosib XMYPUTLCS M CKeNnTUUYHO
L VBUTHCS. BiH 3Ha€e, WO 6a4nB. BOHK
NPOCTO NPWUX0BYIOTb CBOK TAEMHUUIO!

I TyT KanwcuH BUryKye inelo:

— «MpoBenun 3 HaMun OeHb! Uboro
pasy — BiaKputo! A BBevepi
NOroBOPMMO 3HOBY!»

MaWnoJib i3 paLicTio NOroa>KyeTbCs.



biniYeHs NpoBOA4MUTbL YY.L,0BUA O.eHb i3
POLMHOKW KPOJIMKIB. BOHWN rpakTbCs,
pasom NpoBoASTb Yac. ManoJib NisHaE
KancuH i biprit 6JiM>K4ye — Tenep
BOHW MOro Apy3i. byBakTb i CKJ1AOH
MOMEHTHW, KOJIM bipriT nnave Bin,
60J1l0, T2 MaMa 1 TaTo 3aB>KA4M
nopy4, W06 3acnoKoITH i NOBEpPHYTH
YCMiWKY Ha 11 JINUKO.



HanpuKiHui AHS MainoJib WacJIMBUA.
Nepen NPOWAaHHIM BiH Ka»ke:

— «MO>XJIMBO, BM He cyneprepor,
aJie B — cynep6artbku i
cynepKkpyta cectpal»

bipriT nyieckae B LOJIOHI 1 pamicHO
MMWKUTDb — HiGM NOrOAMKYETbCS 3 HOBUM
GiIYEHITUM 4,pYrOM.



— «A 3HaETe, y BaC Taku €
cynepcunal I HaBiTb HaUCUJIbHIWA
3 yCix!»

— «JKa camMe?» — nNuTae Mama,
B>Xe 3BOpyweHa L0 CJi3.

— «Ue 110608, WO >XMBe MiXK
BaMu!» — BUrYKYe MainoJb i
BUpPyWae 4,04,0My.



MamMa 1 TaTo 6epyThCs 32 PyKK. 3i
CJ1b03aMKM Pan0CTi B 04aX i CAHOUYMMHU
YCMiWKaMW BOHU NPUELHYHOTbCS

0,0 CBOIX [OHeYOK. YeTBepo repois
06iAMaITbCS...

AL>Ke pa3omM BOHW — NpOCTO
HenepemMoXKHi.



YoMy, Ha TBOI0 AYMKY, GivYeHs Maitosib BBAXKae W0 POAUHY Té
0C0611BOI0?

WO TH CKaxkew Npo iXHi Cynep3ai6HOCTi?
K ramnaew, M MOXKYTb YCi 6aTbKu MaTh Cynepcuan?

XoTiB 61/X0TiNa 6 T MaTU OLHY UM KifibKa cynep3miGHOCTeH,
LONOMaraty iHwum? SKi came?

K TU BBaXKaew, Yn CKNaaHO A0MAAATU 32 AUTUHOIN, SK& M2
3aXBOPI0BAHHA 3 HAPOAXKEeHHA?

YnMm, Ha TBOK AOYMKY, WoAeHHe XUTTS Vi€l POAUHN BiApPi3HIETE

pOLMH?

Mpo curtyauiro 6arbKiB-gornapanbHUKIB

Konu Bu € 6aTtbkom abo MaTip’to AUTMHM 3 iHBanigHICTIO Y XxBOopo6oto, BK
HEMWHYYE CTaeTe Lie N gornsaanbHMKoM. Y ®paHuil KoxkHa n'data fitognHa
€ HechopmarnbHUM OMiKyHOM — Le NpubnunsHo 9,5 minbroHa ociob.

MeounyHun pornsa, agmiHicTpaTuBHI NUTaHHSA, LLOAEHHI BUKIUKKM — Yyce Lie
notpebye Hag3BUYanHMX 3ycunb, Yacy Ta camoBiggaHocTi. Lle BnnvBae
SIK Ha 340POB’St caMuX AornaaanbHUKIB, Tak i Ha IXHE NpoddeciriHe Ta
ocobucTe XUTTS.

Y 2021 poui 6yno 3ano4yaTkoBaHO MiXAMCUMMIIHAPHUA Ta
naptucunatsHum npoekt CASEPRA (iHininoBaHnin EkoHOMiIYHOO
nabopartopieto [lixoHa (LEDi) npu BypryHackkomy yHisepcuteTi). Moro
MeTa — BUCBITNNTW porib OaTbKiB-AOMMsAanbHWKIB AITEN 3 PioKiCHUMM
3axBOpOBaHHsIMM abo Nigo3poto Ha HUX, 3PO3YMiTK 0BCAr 4ONOMOrU, Ky
BOHUW HaOatoTh, i 9K Lie BNNUBAE HA IXHE XUTTH.

LLo6 gisHaTuch GinbLue Npo NPOEKT:

Llen npoekT otpnmas ggi niatpumkn: CASEPRA-PIil npodiHaHcoBaHO
dpaHuy3bkuM hoHaom pigkicHux xBopob, a CASEPRA — HauioHanbHUM
doHaom conigapHocTi B ranysi aBToHoMmii (CNSA) B Mmexxax nporpamu
«ABTOHOMIS Ntofen NOXMNOro BiKy Ta Niogen 3 iHBanigHicTioy, nig erigoto
DpaHLy3bKOro iHCTUTYTY AoChigXeHb Y chepi rpOMaaCcLKOro 300poB’s
(IReSP in French; BLC20_218793).

Mpo aBTOpKY

CoHg Neprep — MeanyHa cekpeTapka, dka Bxe 6arato pokiB 3aMMaeTbcs
nawieHTamu 3 PisHUMN reHETUYHUMM 3aXBOPHOBaHHAMMN. ocTiHe
CMifIKYBaHHSA 3 HUMKW, HAAMXHYIO i HA CTBOPEHHS Cepii AUTAYMUX KHUKOK
«[iT reHeTuKn».

Lli KHvXKn gonomararoTb NPOCTUMK Ta 3PO3YMISIUMI CITIOBaMW BUCBITIIUTH
npobnemu 3 AkKMMM Li Ntoan 3ilITOBXYHOTbCA WoaHsA. [Jo pobotn Hag
npoektoM CoHs gonyyuna KniHivHy ncuxonoruHio KpicTiH XKioid, ska
NigTPUMYye NauieHTiB 3 reHETUYHMMN XBOpobamu Ta iXHi pOAMHU NPOTArOM
yCbOro npouecy AiarHOCTUKM.



Mpo inocTpaTopky

Micns kinbkox pokiB po6oTu rpadiyHoto AnsaiHepkoto Enogi I'apcis
cTasia aBTOPKO Ta ifOCTPATOPKOK OUTAYMX KHUXKOK i KOMIKCIB.

Ti HXKHWUI | BUTOHYEHWI CTUMNb AO3BONSIE 3 TENSIOM | MOBAro
BUCBITNIOBATU HaBiTb HANCKNagHiLi TeMu. IntocTpytoum cepito «itn
reHeTukny», Enogi nparHe nigTpumatn poanHn, SiKi XXUBYTb i3 pigKiCHUMMN
3aXBOPHOBAHHAMM.

Mpo acouiauiro ARGAD

Acoliauis gocnigpkeHb y ranysi reHeTuKk1 Ta NigTPUMKK ciMen Ta
daxisuis [ixxoH-ByproH (ARGAD) € HenpubyTKOBOI acoujiauieto 3rigHo
i3 3akoHOM 1901 poky, cTBopeHoto y BepecHi 2010 poky.

BoHa nigtpumye po3sutok FHU-TRANSLAD (Mi>XXHApoOHWIM NPOEKT,
CNpAMOBaHWM Ha PO3BUTOK AOrnsAy, AOCNiAKeHb Ta HaB4YaHHSA y cdpepi
PiAKICHMX 3aXBOPIOBaHb), 30KpEMa Yepes:

* [lokpalyeHHa yMOB NpunomMy Ta Jornsagy 3a nauieHtamu 3
pigKiCHUMK 3axBOploBaHHAMM B BypryHaii, ®paHuis;

»  OpraHisauito iHdbopMaUiNnHNX 3axX0aiB;

» [lonomory nikapam y nigBuULLEHHI kBanidikaii B ranysi pigkiCHUX
reHETMYHUX XBOPOO;

* [ligTpuMaHHs KniHiYHMX Ta BionoriYHMX gocniaXeHb B obnacrti
reHETUYHUX MyTaLii, MOB’A3aHMX 3 aHOMarnigaMu Po3BUTKY Ta
iHTenekTyanbHUMKN Bagamu B BypryHgii, ®paHuis.

o6 nigTpumaTtn micito ARGAD, BigsiganTe:
http://www.translad.org/

Mpo empasHuuTBOo Fondation Ipsen BookLab

Fondation Ipsen BookLab npautoe B iHTepecax cycninbcTBa,
PO3MOBCIOAXYHOYM KHWXKKM BE3KOLUTOBHO, HacaMmnepes Ans LWKin i
rpoMafCbKux opraHisauin. Y cniBnpadi 3 ekcrieptamu, MUTUSMN,
aBTOpaMu Ta OiTbMU BOHU CTBOPHOKOTL Mybnikauii, NpucBaYeHi
NUTaHHSM 300POB’S, iIHBaNiQHOCTI Ta pPigKiCHMX XBOPO6, OOCTYMHI
pisHMMKn MoBamKn. Katanor kHumkok — Ha: https://www.fondation-

ipsen.org/fr/book-lab/.

KHura # 10.10
TBOS OYMKa Bakavsa!

ISBN: 978-2-38427-201-3 (mpykoBaHa kHura_gpaHLiy3bka Bepcis_ M'ska obknaguHka)/

978-2-38427-211-2 (mpykoBaHa kHura_ dopaHLly3bka Bepcis _ TBepaa obknaguHka)/

978-2-38427-202-0 (ePub_ dopaHuy3bka Bepcis)/

978-2-38427-203-7 (npykoBaHa kHura _aHrniiicbka Bepcisi)/ 978-2-38427-204-4 (ePub_ aHrniicbka Bepcisi)/
978-2-38427-205-1 ppykoBaHa KHura_icnaHcbka Bepcisi)/ 978-2-38427-206-8 (ePub_ icnaHcbka Bepcis)/
978-2-38427-209-9 (ppykoBaHa KHUr_KkuTaiicbka Bepcis)/ 978-2-38427-210-5 (ePub_ kuTaiicbka Bepcis)/
978-2-38427-207-5 (ppykoBaHa KHUr_ykpaiHcbka Bepcist)/ 978-2-38427-208-2 (ePub_ykpaiHcbka Bepcis)
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HaykoBe peparyBaHHsi: AcoLliaLis foCnifpKeHb y ranysi reHeTVKN Ta MIATPUMKM CiMel Ta crewjjanicTis y
[ixon-Bypronai (ARGAD - Association de Recherche en Génétique et d’Accompagnement des familles
et professionnels de Dijon-Bourgogne)

Mepeknap; Mpomaackka cninka «OpdanHi 3axBoproBaHHs YkpaiHn»

Www.rare.org.ua
['onosHui pepaktop: Cenit Konom6'e-Maddp

BnepLue onybnikoBaHO thpaHLy3bKoK MOBOIO — YepBeHb 2024 poky

OpwriHanbHui TekeT: © CoHsi l'eprep, 2024

OpuriHaneHa ny6bnikavjs: © Fondation Ipsen (PoHg Incen), 2024

®paHLy3bkuit 3akoH Ne 49-956 Bin 16 nunHs 1949 poky npo nybnikaLii Ans Aitei Ta Monogj,
3i 3miHamu 3rigHo i3 3akoHom Ne 2011-525 Big 17 TpasHs 2011 poky.

[lenoanTHWiA NPUMIpHIK 3[aHo: civeHb 2025 p.

ePub Bepcis: www.flexedo.com

BeskoLToBHe BuaaHHS. Mpoaax 3abopoHeHo.


https://forms.office.com/Pages/ResponsePage.aspx?id=amt3nsymr0-gVKUCFTvrAQ2uKc_-HoxLn0SIQuPXFalUMlQwVUlDT0g5NlNYUEtPUFhIMlNHWVo4My4u

bipriT — MaJieHbKa Kpoynus 3 pinKiCHUM
3aXBOPIOBAHHSIM. BOHa >KMBE pa3oM i3 6aTbkamMu Ta
CTApPWOK CecTpol KanlcuH. ¥ nici nooenKkyTb, Wo
Us po4uHa — cnpaBX<Hi cyneprepol.

NonuTyInBe GiyIueHs Ha iM'S Mainoyib NoYMHaE
BJ1aCHE PO3CJiAYBaHHS, W06 PO3KPUTK 1XHIO
TaeMHMUK. Ue Hano3Lai6HOCTi... Y1, MO>XKe, NPOCTO
Maris WOA4EeHHOro XXUTTa?

«Y CBOEMY XUTTi [TV 3ilLUTOBXYIOTbCS 3 BaraTbMa npobnemamu.
Mpo xBopoOy BaXKO roBOPUTY 3 AUTUHOH. LLi KHUrM MOSACHIOKTB, LLO KOXHAa AUTUHA
CUnbHa i Wo i1 Ayx BULLmMI 3a Byab-aKy XBopoby.»

- Oxenmc A. JleBiH
JokTop inocodii, npocecop, PoHz InceHa, npeangeHT
www.fondation-ipsen.org
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