HAXOAUTb NYTHU
U ABUTATbCA BIMNEPE/
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MOYEMY LEONA?
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LEONA e.V. - 3T0 rpynna caMOMOMOLLM OMbITHbIX
poauTenen, y Aetein KOTopbIX OblN AMArHOCTU-
POBaHbl pe/KMe XPOMOCOMHbIE N3MEHEHUSI.
WMHoraa AvarHos cTaBUTCs 40 MW BCKOPE noce
poxaeHusi pebeHKa, MHOrAa Mo NpoLIecTBUm
HEKOTOPOro BpeMeHW, Korja passuTue pebeHka
MO HEW3BECTHbIM NPUYMHAM 33ePXKMBAETCS.
Heunsneunmas 6one3Hb pebeHka BHOCUT rybokme
M3MEHEHWs B XKM3Hb poAuTesIeN. 3a4acTyto, Kap-
TWHa 1 BO3MOXHOE TeyeHne 601e3HM U3BECTHDI
Aaxe BpayaM-creLmanamcTamM TobKo No KHUraM.
PeakocTb AMarHosa npakTyecku He nMo3BosAeT
Ae/1aTb KOHKPETHbIe MPOrHo3bl. Mo3ToMy KpanHe
BaXKHO, 4TOObI pOANTE/IN B AAHHON CUTYaLUK He
4yyBCTBOBasIM Cebsi GpoLeHHbiMU. LEONA e.V.
npegnaraeT UM NMOMOLLb U NMOAJEPXKY, OCHOBaH-
Hble Ha HaKOMJ/IEHHOM OMbITe W Pa3BUTOM CETU
KOHTaKTOB.

JleoHa, Mo MeHW KOTOpoW bblsla Ha3BaHa accoL -
auus, poauaace MepTBOM 2 anpensi 1992 roga Ha
43-Vi Hegene 6epeMeHHOCTU. 3a fieHb 0 CBOEro
poXJeHWsi oHa ymepAa B yTpobe maTepu.
OaVHHaALaTbIO HegensmMu paHee y Hee Bbi10
AMAarHOCTMPOBAHO pPesKoe XPOMOCOMHOE Hapy-
weHwne Tpncomus 18. Pogutenn JIeoHbl ocHOBaAM
KOHTaKkTHbIN LeHTp LEONA, 13 koToporo nosgHee
6bln1a 06pa3oBaHa Halla accoumaums.



c c «[Tocne moeo, kak y Hauwezo pebeHka
duazHoOCMuUpoBanu Mo3auky mpucomuu
9, Mbl No4yBcMBoB8anu cebsa beccusnbHbi-
MU u 00uHokuMU. MHgpopmayus, komo-
pyto Ham ydanoce Hallmu, umena, 3a4a-
CMyto, YUCMO HAy4HbIU Xapakmep, U He
M02/1a HAC Kak-mo npuobodpums. Mbi
no4yscmsosanu cebs 2opasdo ay4ule,
Kko20a Ham ydanocs Hanadumb KOHMakm
¢ podumensamu dpyaux demell ¢ aHano-
2UuY4HbIMU 3abonesaHuUAMUl»

Mame pebeHka ¢ XxpomocomHoU 601e3Hbt0

HALL AEBU3 - TEPTTIMMOCTb!

YneHbl accoumauunm LEONA e.V. nmetoT pasany-
Hble MHEHMS MO Pa3InyHbIM BONpocaM. B yacTHo-
CTu, B OTHOLeHun bepemerHocTu (M4, NMAA,
abopT) 1 0bpazoBaHus (CreLunabHble LWKOJbI,
WHTerpaLys v MHK03KSA) y JII04en UMeeTcs
MHOXECTBO Pa3HOI/IaCUN.

Mbl, KaK accoumnaums, He NpuaepXX1Baemcs
Kakou-11bo onpezeneHHON NO3ULUM U He y4a-
cTBYyeM B GOPMUPOBAHUN TOYEK 3peHust. Mbl -
CnioYeHHoe obbeguHeHWe, yBaxatoLee JIMYHble
MHEHUA CBOUNX Y1eHOB.



HAXOAUTb NYTU U
ABUTATbCA BIMEPEA

Mbl He MOXEM U1 He XeNlaeM peLlaTb 3a APyrux.
To, 4TO NMPaBUILHO A/t OAHOTO, BYAET ANA ApY-
roro HeBepHbIM. Mbl XOTUM NOMOYb Bam HalTu
CBOV NyTb.
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B Mbl noasepXvBaeMm Apyr Apyra.

B Mol NpeAoCTaB/sieM POANUTENAM KOHTAKTHYO
nHdbopmaumio.

B Mol ny6/MKyem OT4YeTbl poguTeNen.

B Mol cobrpaem 3HaHUs U nHbOpMaLMIO.
B Mol nobyxaaem atogen K caMOMOMOLLM.
B Mol faeM NpakTUYeCcKue COBETHI.

B Mbl npeAsiaraeM BO3MOXHOCTb 0bMeHa
MHeHUSIMW Ha Halem popyme.

B Mbl CTPeMMMCS NMOBbILIATH KOMMETEHTHOCTb
poavTenen.

B Mbl noasepxvBaem 6paTbes 1 cectep
60/1bHbIX AETEN.

B Mol opraHv3yem BCTpeyum no Bcei lfepmaHum.



TPYAHOE PELLEHUE?

Nocne npeHaTa/IbHOrO AMAarHOCTUPOBaHMS
pesKoW XpOMOCOMHOM 60/1€3HN MHOTMe poau-
TeJ/IM OKa3blBalOTCS Nepez TsXKenenwmm Bblbo-
poMm B cBoen Xu3HU. ObMeH nHdopmaL el n
OMbITOM C PYrMMU POAUTENSMN MOXET
MOMOYb MM HaMTW CBOM CODCTBEHHBIN MYTb,
KOTOPbIM NO3BO/IUT UM 06pecTy AylueBHOe
CMOKOMNCTBYeE.

PELLUEHUE BbITOBbIX MPOBJIEM

HaunHasa ¢ Menkunx 6bIToBbIX I'IpO6I'IEM M NOXO-
A0B NO BEAOMCTBAM, U 3aKaH4YMBaA, TAXeNnen-
LWMU peLleHnaMn, TakKMMn Kak, Hanpumep,
onepaTnBHOE BMeLLaTe/IbCTBO: Halla «CeTb»
obecrneumBaeT KOHTAKT M 06MeH MHEHUAMM C
APYyrmMn ceMbamu C 60/1bHbIMK AETbMMW.

TPAYP

Pogutenn, ckopbsymne 06 ymeplumx AeTsx,
3a4acTyto, YyBCTBYIOT Ce65 OANHOKMMMU.
Becegpl ¢ apyrvmu poanTensimm He obaerya-
lOT Tpayp, HO MOTyT NMOMOYb NepepaboTaThb
yTpaTy 1 CMUPUTBCS C HEM.



CO3/AHUE CETEW

Mexay poautensiMm u poaCcTBEHHUKaMN
60/1bHbIX AeTen

Ecnv Bbl He oguHokK, To Bam ctaHoBUTCA Nerve
BbIHECTW MHOTMeE Belly, Takme Kak 6eCrnokoincTBo,
cTpaxw, 60/1b 1 Tpayp. OgHaKO U PaZoCTb XU3HY,
N CTOMKOCTb, MO3BO/IAIOLLLAA HAM IIOOUTb CBOMX
[EeTel TakMMK, Kakre OHW pOAUINCE, 0bpeTatoT B
coobLecTBe HOBYIO BbIPa3UTE/IbHOCTb.

OcHOBOW Hallero YyBCTBa OOLHOCTU SBASETCA
B3aUMHbI/ 0OMeH OMnbITOM. J/INYHbIE KOHTAKTbI,
peryasipHble CEMelHble BCTPEYN UV BHYTPEHHWM
¢dopym LEONA e.V. — Bcerga ecTb KTO-TO, KTO
MepexunsI Takyto Xe Wan MoXoXxyto npobaemy, KTo
MOXET OKa3aTb Bam MopasibHyto noaaepXKy 1
NpeaIoXUTb NPaKTUYeckne coBeTbl. ITO Hajens-
€T My>eCcTBOM H60pOTbCs C MOBCEAHEBHBIMU TPYA-
HOCTSIMM U NIOMOTaeT POAUTENAM U ZETAM HaUTU U
peann30BaTb COGCTBEHHbIV MPOEKT XM3HM.
Kpome 3Toro, ans 0TLOB, AeayLiek 1 6abyluek mMbl
npeasiaraem otze/ibHble AOMNONHNUTE/IbHbIE MEPO-
npusTUSA.

Mexay 6patbsaimu u cectpamu 601bHbIX AeTel
Ecnv B ceMbe BMecCTe pacTyT 340poBble U
60/IbHbIE AETH, 3TO CTAHOBUTCS THKENbIM
UcnbiTaHMeM Ans 6paTbeB U cecTep 60/bHbIX
JeTen.



LEONA e.V. npegnaraeT M BO3MOXHOCTb
obLWaTbCs APYr € APYroM, HaNaXmBaTb KOHTaKTbI
W YKpen/sTb UX, HarpuMmep, Ha CeMenHbIX BCTpe-
yax. CreyuanbHble MeponpuUATUS MPOBOAATCS Ha
exerogHon ocHose. Kpome 3T0ro, 411 6paTbes 1
cectep 60MbHBIX AETEN Y HAaC HaNAYTCSA Noe3Hble
CCbINIKM, @ peca v COBETbI.

B 061iecTBeHHOM XU3HU

MN3meHeHWsi BO3MOXHbI INLLb TaM, FAe ecTb B3au-
MornoHUMaHue. MoaTomy paboTa ¢ obLyecTBeHHO-
CTbIO UrpaeT A5 HaC UCKIOYNTENbHO BaXKHYHO
posb. Ocobyto CUTYaLMIO U HYXAbl CEMEN C AeTb-
MU, CTPaAIoLLMM XPOMOCOMHBIMU 601e3HAMM,
HeobXOAMMO PasbACHATL He TO/IbKO 06C/yXMBa-
foLemMy MeANLMHCKOMY NepcoHany, paboTHUKam
MeAMNLMHCKMX 1 COLMANbHbBIX OPraHmn3aLnii, HO
Tak>Ke M NMPOCTbIM JI0AAM, He CTa/IKUBAIOLWMMCA C
npob1eMamm XpOMOCOMHbIX HapPYLUEHWA.

LEONA e.V. o61agaeT o6LMpHbIM OMbITOM, HaKO-
M/IeHHBIM POAUTENSIMU 6O/IbHBIX AeTel, U MHOop-
MaLMelt 0 PasNYHbIX HapyLLIEHUSX, CUHAPOMAX,
Tepanusax, BCroMoraTe/ibHbIX CpeACTBaXx, KOH-
CyNbTaLMsX U rpynnax camonomouu. OnbIT 1 3Ha-
HUS, KOTOPbIMUX C HAMW AeNSATCS Y1eHbl accoLma-
uun LEONA e.V., BHOCUT HEOLLeHNMbIV BKAAA, B
HaLy pabory.



LEONA e.V.
Geschéftsstelle aHomaﬂu
Kornblumenweg 38

59439 Holzwickede

Germany

Ten.: 0049 (0) 2301 1846685

3. noyta: geschaeftsstelle@leona-ev.de
NHTepHeT: www.leona-ev.de

PycckoroBopsiiiee KOHTaKTHOE NLL0:
Ans LLpéaep-XareHbpyx (Anja Schroder-Hagenbruch)
3. nouTta: anja.schroeder-hagenbruch@leona-ev.de
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IBAN: DE31 4035 1060 0072 3282 22
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