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Fepmarms

3TO OpraHU3aLMa CamonomoLum, ocHoeaHHas B 2001 rogy Ana 6ONbHLIX C CUHAPOMOM
Aeneuun 22q11 (DS 22q11) u ux poaHbIx. CUHAPOM Aeneumu 22ql1 - 310 reHeTUYeCcKUiA
flecpeKT, KOTOpbIA B 60NbLIMHCTBE CNydaeB nosensetcs 6e3 BUAUMBIX NpUYUH. KapTuHa
60ne3HU UMeeT LWMPOKUIA CMEKTP CUMNTOMOB. Y KaXAOTO 60SIbHOO NMPOABAAFOTCA NULLb
HeKOoTOpbIe U3 HUX.

OpvH cnyyai cuHapoma feneumm 22911 npuxoamuTtcs NpUBNUSUTENBbHO HA KaxAble
4000 poaos, No3TOMy KapTuHa 60J1e3HM YacTO pacrnosHaeTcs He cpasy. Tem He meHee, B
60JIbIMHCTBE CIy4YaeB AMArHO3 YacTO CTABUTCA TOJIbKO Nociie ObHapyXeHWus Mnopoka
CepAlaq, Y HeKOTOpLIX AeTel Aaxe nosxe. PaHHaa AuarHoCTWKa 6onesHU ouveHb BaXHQ,
YTO6bI NPeAOTBPATUTD BO3MOXHBIE OCIOXHEHUS UMW, MO MeHbllielt Mepe, CBOeBpeMeHHO
pAcno3HaTh UX U JIeUYUTb COOTBETCTBYHOLLMM O6pPa3oM.

HopmanbHaa  ku3HeaeaTeNbHOCTb  MOXeT  rapaHTUpOBATBCA  MALIMEHTAM  TOJIbKO
CBOEBpPeMEHHLIM U KOMMMEKCHLIM JledyeHuem. [nia 3TOro nauueHTHI, poauTenn U
MeaVKU NONXHLI paboTaTtb pyka 06 pyKy U noceawaTtb ceba 3TOMy Aeny € MOSHOMU
oTAaueld.

TTosTomy Halwa opraHusaums npeanaraeT Bam cneayrouee:

e KoHTaKTHbIe fivua B Balem pervoHe u 6upxa KOHTAKTOB

e MonoaexHaa rpynna 60nbHLIX, UX 6paTbe U cecTep

o ObMmeH ONbITOM U UH(POPMALIMEI HG PerUOHAMBHBIX U MeXPerMOHANbHBIX
MeponpuaTUaX

e TlonyroauuHbIe UHPOPMALIMOHHBIE 6pOLLFOpEI / MeAULIMHCKMe
TemaTtuyeckue 6poLropbl

e MeauuUUHCKas UHPOPMALUS, NOMyYaemMas OT Hay4YHOU KOMUCCUM U C
MeponpuaTUiA € y4acTUem CneumanmcTos

e Caut: www.KiDS-22ql11.com, rae npeacTaBneHsI OCTaNbHbLIE YCNyru

¢ MHTepHeT-popym OKa3bIBAET NOMOLLb U KOHCYbTaLMM MO Bawum
BOMpPOCAM U Npobnemam

e CoumanbHo-nNpagoeas MoMoLLb
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OnucaHue cuHapoma

CvHapom peneuun 22q11 (DS 22q11)

- onucaHuwe CUHApOMa -
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ﬂepeneuaTKa, YacTMYHOE UM MOSIHOe UCMOJB30BAHUE CTaTeld B OTKpPLITLIX UCTOYHUKAX 3anpelleHbl 6es
COOTBETCTBYHOLLErO paspelieHusa usaatens.
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Yro 3TO Takoe?

TToHaTUe .aeneuma” O3Ha4aeT, YTo Yero-
TO He xeataeT (0T naTtMHcKoro «deletus»-
cTépTerid). B cnyyae DS 22qll Ha oaHoi

u3 obeux xpomocom 22 B paiioHe q11.2
6bIN  yTepsH (PparmMeHT reHeTU4ecKou
WHpopmaLmm

Onsa Yero HaM HyYXHbI XpOMOCOMBI?

Xpomocomsr - Habop eauHWUL Haweld
HacrneacTBeHHOCTU. B kaxpol w3 Hux
COBpaHO HecKoJSIbKO ThIcAY reH. Hawwm
XPOMOCOMBI nomoraroT KneTkam
coaepxatb B ropsake reHeTUdeckue
NpusHakW. Haw reHetudeckuii matepuan
COAEPXUT MO  TNOCNeAHUM  OLIeHKaM
npumepHo 25000 reHeTUYeckux
XAapaKTepUCTUK, TaK HasbIBaeMbIe reHbl. B
HUX 3aKOAMPOBAHLI MPOrPAMMBI, KOTOpbIe

CNoco6CTBYFOT ~ TOMY,  4TO6bLI u3
e[IUHCTBeHHOM’ OnNoAOTBOPEHHOM
AlleKkneTkn  YenoBeK  BCECTOpOHHe
passuBancs. Haww reHeTUYeCKue

XAPAKTEPUCTUKU  OMpefenstoT  TaKkxe
AanbHellWne YHKUMM HAWWX OpraHOB,

Hawy npeApacnonoxeHHoCTb K
3060/1eBaHMAM, Halle roBedeHWe U
WHTeNNeKTyanbHbIe  CrocobHOCTH, T.e.
Hawwm "npenpacnonoxeHHoCTU "
TanaHTer". TTpu UsMmeHeHusx B
reHeTUYeCKUX XApaKTepUCTUKAX — MOTYT
BO3HUKHYTb OTKJTIOHEHWUA B WCMOMHEeHUU
PA3SIUUHLIX  MPOrPaMM  pasBuUTUS U
@yHKUuA. Tlocneactsuem sasnsietcs B
6onblMHCTBE cnyyaes HapylueHue
pasBUTUS OpraHoB byAayluero pebeHka elue
B yTpobe marepu, OAHAKO TaKXe MOTyT
6bITb  3aTPOHYTHI CPYHKLUMU OPraHU3ma,
KOTOpbIe BAXHLI NOCIe POXAEHUS.

TTouemy Ham HyxHa xpomocoma 22 ABaXALI?

TTouTtn nrobas reHeTUYeckas
XAapaKTepuCTUKa U, Takum  0b6pasom,
nro6aa XpoMOCOMAa UMeeTCa Yy Hac B
ABOVHOM 3k3emnnspe. OnHa Xpomocoma
NepenaeTcs OT Haleld maTepy U OAHa - OT
Hawero oTua. Ona HeKOTOpbIX
reHeTUYeCKUX XApaKTepuUcTUK He urpaet
HUKAKOU pOfiv, B KAKOM KOMUYeCcTBe OHU

CYWeCTBYFOT - B OAUMHAPHOM WUNU B
AsovHOM. OpHako, AnNS LUenoro psaa
reHeTUYeCKUX XapaKTepucTUK, 0cobeHHo
AN TaKUX,  KOTOpble  YMpasnstoT
passuTUEem B yTpobe martepu,
NpeACTaBNAETCA OYeHb  BAXHBIM WX
Hanu4Me B HyYXHOM, T.e. B ABOUHOM
KonudecTse.
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OnucaHue cuHapoma

KiDS-22q11 .y,

Kakaa reHetudeckas xapaktepuctuka 6bna yrepeHa npu
cuHapome peneuun 22 (DS 22q11)?

Y 6onbwuHcTBa Ntopent ¢ cuHapomom DS
22q11 otcyTCTBYHOT MpUMepHO 3 MIH. U3
nNpubNUsUTENbBHO 3 MIPA.  UMetoLUMXCS
3NemeHTOB, KoTopble cofepxaTr okono 45
PA3NUYHBIX TeHeTUYeCKUX XapaKTepUCTUK.
DTOT (parmMeHT OTCYTCTBYeT TOJIbKO Ha
OAHOU Xpomocome 22, B TO Bpems Kak

BTOpAsA UHTAKTHA.

OAHAKO Y HeKOTOPLIX MALMEeHTOB UMeroTCs
MeHblUWMe Wunu Apyrve Aeneumu, KOTOpble
MmoryT CONpOBOXAATLCA apyrovi

Kak ctaButca auarHos?

CUMNTOMBEI  cUHApOMa Aeneuun 22ql1
pasHOO6pPA3HLL U HU OAUH U3 HUX CaMm Mo
cebe He no3BONsSET yBepeHHO MNOCTABUTH
avarHos. TTpeAnonoXuTenbHLIM AVarHos
yalle BCero CTABUTCS  CMeLmanuctom
faxe Npu cnabom nNpossrieHUn CUHApoma
Nno 0cobeHHOCTAM OpMbI nuua  (cm.
Huxe). TOYHLIM Xe AnarHo3 cTasuTCs Npu
HANMUYUM  AOKA3ATeNbCTB  OTWErnJieHUs
reHa Ha ofHOU U3 AByx Xpomocom 22. Kak

Npo6neMaTUKOA. MHoraa y  nropei
NposBNAFOTCS CUMMNTOMBL CUHAPOMA Aefielnn
22q11 6e3 Hanwyus aeneumn. Y HeKOTOpPLIX U3
TAKWUX 6OMBbHBIX 6bLIN HAWAEHBI KPOXOTHbIE
e[IUHCTBEHHOM’
reHeTUYeCKol XapakTepucTuke (nokyc DGS-
1), KOoTOpble HeBO3MOXHO OBHAPYXWUTb NpuU
nroopecLieHTHOMU
rubpuamsaumm (FISH) (cmoTpu cneayrollyro

fleeKThI B oAHoM

06bI4HOM aHanuse

yacTb).

Npasuno, AOKa3aTeSIbCTBO  MOSy4aroT
MOCpeACTBOM  GHASIU3G  XPOMOCOM B
paiioHe 22qll2 ¢ poONONHUTENbLHOM
nroopecLieHTHOU oKpackol
reHeTU4YecKoro matepuana (Tak
HasbIBaeMbIN "aHanus FISH").

Cneumanucr:
TeHeTtuk (Humangenetiker)
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Kakoe Bospeiicteue okassisaet cuHApom aeneumm 22q11 Ha

YyenoseKa?

Ectb nroau ¢ noaTBepXAeHHBIM
cuHapomom  geneumn 22qll, kotopbie
BeflyT coBeplleHO O6LIYHYHO XU3Hb. YacTo
3™M "Hocutenu" reHHoro pdecpekta 6bLU
ObHapyxeHbI TOMbLKO TOrAa, Koraa Yy
60J1bHOTO UnieHa cembU 6bLN YCTAGHOBIEH
cuHapom  peneuum  22qll.  3poposbie
NHOAU 0BLIYHO He 06CneayroTCs, NO3TOMY
no cux nop He Umeetcs
CUCTEMATUYECKUX MACCOBLIX
WUCCNeAOBAHUM, U HeusBeCTHO, Kak 4acTo
BCTPeYaroTca  pasfuuHble  npobnemst

Cepaue / KpoBeHOCHLTE COCYABI

CUHApOMa Aeneumm 22q11 B

[eNCTBUTESIbHOCTU.

TTpUHUMNUANBHO Ha CeroAHSWHWA AeHb
paznuuarot npumepHo 180 BO3MOXHBIX
NPU3HAKOB CcUHApOMaA Aeneuun 22ql1,
CUNbHO  BAPLUPYHOLUMX MO CTemneHu
NposBfieHUs U He BCerAa BAUSIOWMX Ha
passuTue  6onesHu. Tloatomy Huxe
onuUcLIBAKOTCS Haunbonee yacto
BCTpeyarolmecs NpobnemaTuku.

BpoxpeHHbri nopok cepaua (BTIC) u
oKonocepaeyYHbIX COCYAOB - 3TO OYeHb
TUNUYHOe BO3AelicTeue aeneuuun 22qll.
TTpu >TOM yXe Ha PpaHHUX CpoKax
bepemeHHOCTU u3-3a U3MeHeHUs
reHeTU4eCKol MpOrPamMMbI MoxeT
BO3HUKHYTb MOPOK Ppa3BUTUS  CepALa.
YacTo BRocnefactsuM BLISBISETCS OAHO
U3 cnepyrowmx 3abonesaHuiA (oTBOAAWME
KpOBb OT CepAlld COCyAbI HA3bIBAOTCA
apTepuu, nNpUHOCAlMEe KpOBb K CepaLy
COCyAbI - BeHbI):

TTpepeaHHas Ayra aopTsI:

Tun B TTpu atom 0cobeHHO xapakTepHOM
ans peneuwn 22qll pepekte passutuS
cocynos aopTa He uMeeT cooblueHus
Mexny OTBeTBfleHMeM neBol oOblel
COHHOW apTepu U NeBo NOAKNHOUYUYHOM
aptepun. Koraa nocne  poxaeHus
pebeHka, 06bI4HO B TeueHUe NepBLIX AHel
KU3HW, OTKPLITLINA GPTEpPUAnbHLIA NPOTOK
Mexny JlerodHoUW apTepueli U aopToi
(Ductus arteriosus) 3aKpbIBGETCA,
BO3HUKGET YrpOXaroWas XW3HU pebeHKa

cuUTyauma, npu KOTOPOU npeKpalaeTcs
KpOBOCHAbXeHUe  XU3HEHHO  BAXHbIX
opraHoB U TpebyeTcs HemeAsleHHoe
IeveHue.

OeqeKT mexkenyaoYKkoBOW Neperopogku

(AMXTT=VSD)
NeeKT mexxenyAo4YKoBOU Mneperopoaku
aBngerca OfHUM u3 CAMBIX

pacnpocTpaHeHHsrx BTTC. Ecnu pegekt
pacnonoxeH Ha onpeAeneHHOM y4yacTke,
Kak npu TeTpage &anno, oH uawe
npucytcteyet npu DS 22q11.

ATpe3us neroyHoui aptepum ¢ OMXKTIT
TTpu 3Tom OTCyTCTBYeT COObLLEeHUe Mexay
NpaBbIM XKeSlyAOYKOM CepaLia U J1ero4YHOM
apTepuen. JlerouHoe KpoOBOCHabxeHWe
npoucxoaut Yepes OTKpLITHIN
apTepuaneHbIi  npotok  (OATT) Ductus
arteriosus unu cocyabl, 06pasoBaHHbIE B
KayecTBe  3ameHbl.  [lononHuTesbHO
cywecteyeT OMXTT (cm. Huxe) B
TUNUYHOM MecTe.
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Tetpaaa &anno

3T0 HenopassuUTUe U CTeHO3 (CyxeHue)
BbIBOAALErO TPaKTa NpABOro Xenyaouka
CepAlUa CO CTeHO30M Iero4YHou apTepum
(neroyHbIr cTeHo3). B pononHeHue K

aTOMY umeeTcs neqeKT
MexKesnyAOYKOBOW  nNeperopoaku  (Kax
npu  atpesuu  nerodHol  apTepum),

KOTOpbIA BefeT K reperpyske aopTbl.
Kpome Toro, yToniieHa CTeHKka Mpasoro
XenyAouKa cepaua.

Truncus _arteriosus communis (O6wwmis
apTepuanbHeris cteon (OAC))

Hé6Has 3aHasecka u peub

TTpu >Tom nopoke cepAla, B Mepeyro
OuepeAb, aOpTA W fleroyHasa apTepus He
pasAeneHsl U OTXOAAT OT CepAld OAHUM
06LMM CTBOSIOM.

Xoga coHHoW apTepum

MHoraa xop COHHOW apTepuu U3MeHeH.
TTosTomy nepes onepaumamu B obnactm
r0TKN uenecoobpasHo nposecTu
obcnenoeaHve Xoaa apTepum.

CneumnanucTbr:

Hetckui
cepAeYHbIU

kapaunonor(Kinderkardiologe),
XuUpypr (Herzchirurg)

N3meHeHua obnactu HE6a oueHb TUMUUHBL
ANa nroAelt ¢ CUHAPOMOM  Jeneuuu

22q11. Hapaay c O4YeBUOHBIMU
Ne@eKTamM,  Hampumep,  pacluenuHoM
TBEpAOrO HEba MmoxeT WHoraa

CYLLeCTBOBATb U MPUKPLITASA CIIU3UCTOM
060JI0UKOM  pacluesiHa MArKoro  Heba.
Haxe ecnu HeT HWU OAHOTO U3 3TUX
fe@eKToB, B 6OMbWUWHCTBE  Cllydaes
HebHas 3aHaBecka 3aKpbIBaETCA
HeAOCTaTOMHO, YTO MOXeT MpuBecTH,
Hanpumep, K BBITEKAHUFO MWLM U3 HOCA.
370 Ha3bIBAFOT "He6HO-rNoTOUHOM
HeloCTAaTOMHOCTbHO" . Ecnum He6Has
3aHaBecKka Mpu pasrogope HenOCTATOYHO
3aKpbIBAETCA, YTO HeobxoAumo  npwu
3gykax ,6" u ', BO3AyX NpoxXoauT Yepe3
HOC, W3-3a 4ero 3ByKM npuobpetaroT
HOCOBOE 3BYyYaHWe.

B uenom y maneHbkux peTtel ¢
cuHApoMom aeneumm 22q11 4acTo MoxHO
HabnroaaTb  BbIpaXeHHOe  HapylueHue
peyesoro paseuTus. Tipobriematvka B
BbICIUEW CTemeHW KOMMSEeKCHa, TaK Kak
NpU 3TOM 3ATPOHYTHI paA3SIUYHLIE YPOBHU
OBfiGfieHUa  pasrOBOPHOM  peubko U

BOCnpouseeaeHUs pedn. HYacto peudb Takmx
fleTeli B TeYeHWe MepBLIX JIeT XWU3HU
NpaKTUYeCcKu He MOHATHA ans
NOCTOPOHHUX. Pa3BUTUE peun HaumHaeTcs
OuYeHb MeASleHHO, U CNOBApHLIM 3anac
MOXeT 6bITb KpaliHe OrpaHUYeH B TeuyeHue
Aonrux ner.
CneumanucTer:
OtopuHonapuHrosnor (Hals-Nasen-
Ohrenarzt), poHuatp (Phoniater),

YenFocTHO-NM4YeBou xmupypr (Mund-
Kiefer-Gesichtschirurg)
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OnucaHwe cuHapoma

Yxo / cpenHee yxo

TTaumeHTbI ¢ cMHApOMOM Aeneumm 22ql1
4yacto  CTpaAaroT  MosBreHvem B
6apabaHHOM MNONOCTU  TpaHccyaata U
MOBTOPAFOLLINMUCS BOCMANEHUAMU
cpeaHero yxa. TTpuumHoW Tomy sensietcs
HapylleHWe BeHTUNALUMW CpefHero yxa
Yepe3 eBCTaxueBy Tpyby (cBasb mexay
CPefHUM YXOM U TNI0TKOM). 3T0 MOxeT
UMeTb HecKOSbkO npuumH. C  oaHoU
CTOpOHBI, [fegeKTbl KOcTel JSuua, C
LpYroli CTOpOHBI, U3MeHeHUs Heba U
HebHO 3aHaBecKU, YTO MOXeT NMpUBeCTU K
ONUTENbHOMY  YXYALEHUHO BeHTUNALMU
yxa. Kpome TOro, 4acto cyluecTsytoluas
obuwas NpeapacnonoxeHHOCTb K

JNvuo / eHewHuiA Bua

WHpeKUumMam  cnocobeTeyeT
WHeKLUUA cpeaHero yxa.
TTaumeHTLI ¢ cUHApOMOM Aerneuumn 22q11
yale cTpaaaroT HelpoceHCOopHOM
Tyroyxoctbto. TTosTomy Heobxoaumo
0693aTenbHO KaK MOXHO paHblie (T.e. B
TeYeHWe  NepBLIX  MecCsleB  XU3HW)
nposecTu 06beKkTUBHOe 06CNefoBaHMe Ha
TYroyXocCTb.

pasBUTUHO

CneumnanucTer:
J1OP-epay

(HNO-Arzt),
(Padaudiologe)

rneaayaunorio

Ona MHOTUX neTeid TUMUYHO
NpoOAONTOBATO-y3KOe JIULO C KpYMHBIM
HOCOM U LWNpPOKOU nepeHocuLieid. KoHumk
HOCG 44CTO OTHOCWUTESNIbHO LWWPOK Mpw
Y3KUX HO3apsX. YWW pacnosioxeHsI B
6ONbIIMHCTBE CNy4aeB HU3KO, U BHeLUHSs
YWHAs paKOBUHA CUMbHO 3arHYTa BHYTpb.

Pot moxeTr 6b1Tb OTHOCUTEbHO
ManeHbKUM, TyBbI  YTOHUEHHBIMU U
noAabopoioK  HeObbIYHO  MasieHbKOTro

pasmepa. Tem He MeHee, OTATOLWEHHbIE
HapyLeHua POpPMBI Yyenroctu,
HyXAarolpeca B JleYeHun, BCTpevaroTcs
peako. Y peteit ¢ DS 22q11 yacto OTKpLIT
POT, MPUYUHOM Yero MoxeT 6bITb 0bluas
cnabocTb  MbIWL U 3aTpyAHeHHoe
AbIXAHWE HOCOM.

MHoraa poT nepekolleH npu nnave us-3a
OAHOCTOPOHHEW Hel0pa3sBUTOCTU MBILLILILI
yrfia pTta. B OCHOBHOM 3TO He wumeeT

60NMbLOrO 3HA4YeHUa, XOTS WHOrAa 3TOT
CUMNTOM MOXeT 6bITb nepenyTaH C
Napasuiom NMLEeBLIX HepBOB.

Buino yCTGHOBIIEHO 3ameaneHHoe
passuTUe 3apoablleli 3y6oB U nosaHee
npope3sbIBaHUE MOCTOSHHLIX 3y60OB, YTO He
UmeeT nocneacteuii. Yacto  moryT
HabnroaaTbca WUCTOHYeHWe amanu,
Bedyllee K YCUNEHHOMY MpOABIIEHUHO
Kapueca, HapylueHue MUHepanusaumm
3yba, a Takxe OTCYTCTBME 3aKNAAKU
OTAeNbHbIX 3y6oB.

CneuvanucTer:
YeSIFOCTHOW opTones, YesnkoCTHO-
nuuesoii xupypr (Kieferorthopade,

Mund-Kiefer-Gesichtschirurg), NOP-spay
(Hals-Nasen-OhrenArzt), 3ybHoti Bpay
(Zahnmediziner)
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OnucaHuwe cuHapoma

KiDS-22q11 ,y,

NmMyHHaa cuctema

Tonbko y HeMHOTUX AeTeld C CUHAPOMOM
feneuuun 22ql1 HabnropaeTcs HapylueHue
UMMYHHOM CUCTeMbl, KOTOpoe TpebyeT
OCOBLIX  3GWMTHLIX ~ Mep  MpOTUB
WHpeKkUMiA  uW/unu  6onee  CROXHOMU
Tepanuu. CuHapom aeneumu 22q11 moxet
BECTU K HelopasBUTOCTU W/ UNK NOSTHOMY
OTCYTCTBUHO BUITOYKOBOM Xenesbl.
Bunoukosas xenesa - 3T0 ManeHbKUA
OpraH nepef cepaliem, KOTOpLIU OTBevaeT
3a paseutue T(Tumyc)-numeouuTtos. T-
JIUMEOLIUTEL BAXHBI, C OAHOW CTOPOHBI,
ANS 060pOHLI OT FPUBKOB U BUPYCOB, C
ApYroii  CTOPOHBI, OHWU MOAAEPKUBAOT
Apyrve  UMMyHHbIe — KfeTKu  npu
06pa3’oBaHUM GHTUTEN AN 3aWMUTEI OT
6aKTepuii.

Ceepx Toro, T-numeoumTbl
KOHTPOJINPYOT UMMYHHYHO CUCTEMY U He
AGFOT UMMYHHOU CUCTeMe HanaaaTb Ha
CO6CTBeHHBLIN OpraHusm
(aBTOUMMYHUTET).

HepopassutocTs  TUMyca  MO-pasHOMy
BbIpAXeHa Npu cuHApome feneumu 22q11.
Haxe npu Kaxyliemcs OTCYTCTBUU TKAHU
TUMyca (Hanpumep, HACKOSbKO 3TO MOXHO
BUAETb NPU ONepalmu Ha cepalie) Yacto
ellie BO3MOXHO 0CTATOMHOe passutue T-
JIUMPOLINTOB, nostomy Wb
nocpeACTBOM OrpeferieHusl Konmu4ecTsa
T-nUM@POLMTOB U UX  YHKLUK
DelCTBUTENbHO BO3SMOXHO OMpefenuThb,
cyllecTByeT NN [AeqeKT  UMMYHHOM
CUCTeMbI U B KGKOW mepe.

370 06CNEenoBaHUe AOMKHO NPOBOAUTLCS
Cpasy xe Nocie NOCTAHOBKU AMArHosa,
TGK KGK OT pe3ysnbTaToB 3TOr0
06CNejoBaHUS 3aBUCAT MepbI 3aLUMTEL

(Npasuna rurkeHsr, NPOPUNAKTUKA
QHTUBUOTUKAMU) U pellieHUe O TOM,
MOXeT N pebeHOK Nosy4aTb XuBbIe
BAKLIMHBI (Hanpumep, OT KOpU, CBUHKM,
KPACHYXW UNU BETPAHOW OCMbL) UNU
DOMXHBI JIU NPOBOAUTLCA
AONOMHUTESIbHbIE NPUBUBKM.

Ecnu Heobxooumo nepenueaHue KpoOBW
(Hanpumep, B pamkax onepauum Ha
cepAle), a cBedeHUs O COCTOSHUU

UMMYHHOM CUCTeMbI HenosHble,
Heo6x0AMMO nposecTu
apuTenbHyro 06paboTKy KpoBU.

npeag
|

.

;

Kak npasuno, B TeyeHUe nepBbIX net

KU3HU npoucxoaut MeaJieHHoe
ynydweHue T-KNeTo4yHoro passutusa. Tem
He MeHee, wHoraa ocTaetcs

NpeApacnonoxXeHHOCTb K ayTOUMMYHHBIM
3abonesaHUam  (Hanpumep,  AeTCKOMY
peBmMaTusmy).

Cneuuanucr:
MmmyHonor (Immunologe)

RU

KiDS-22q11 .y,

OnucaHwe cuHapoma

MovuestisoasWMEe nymm

Y neteli ¢ DS 22q11 uHoraa BcipeyaroTcs
GHOMANUU  MOYEBLIBOAALMX NyTer U
noyek. B 6onbwuwHCTBe cnyvaeB 3TO
octaeTca 6e3 nocneacTBuA, TemM He
MeHee, AaHHbIE GHOMATIUM MOTYT CTaTb
NPUYUHOM  UHPEKLUIA  MOYEeBLIBOASLUMX
nyTel.

TTostToMy  npu  K@KAOM  HeacHOM
MOBbIWEHUM  TemnepaTypbl  AMArHo3
WH(EKLUUM  MOYeBLIBOAALUMX nyTei
A0nXeH 6bITb UCKFOUEH aHAMM30M MOUMU.

TTutaHue

Takke HactoaTenbHO — pekomeHayetca
obcrnefoBaHWe MOYeKk YMbTPA3BYKOM Y
neteli c DS 22q11.

BosibHbIe fAeTu  4YacTo  xanyrotca  Ha
HeAepxaHue Mouu, YTo B 6oMbMHCTBE
CNy4YaeB  FOBOPUT O  3aMeAneHHOM
CO3peBaHuu.
CneunanucTer:

Hepponor (Nierenarzt (Nephrologe)),

yponor (Urologe)

XoTa CTPYKTYpHbIe U3MeHeHUs
KeSyIOUHO-KULEYHOrO0  TPAKTa  OuYeHb
pedKku, 4acTo BCTpeYaroTCs HapylueHus
npy  npuveme nuum.  OHU  moryT
CyLLeCTBOBATb KAK B OTAGMbHOCTU, TAK U B
KOMOUHALMU U NpOSBNATLCA, Mpexae
BCero, B 6bLICTPOU YTOMNAEMOCTU NpU
COCOHUM,  HOPYLIEHUW  FNIOTaHUS U
306pacbIBaHUM CONEPKUMOTO XeryaKa B
nuwesos (pepnirokc). bonbwasa uvacTb
npobnem ¢ nuTaHWem obycnosneHa
300epXKKOW pasBUTUA U C BO3PACTOM
ucyesatoT. HecmoTps Ha 3TO B AeTCKOM
BO3pacTe 4acTO OTMevaeTca 3aAepXKa
passuTuA, XapaKTepusyroLlieecs

HeAOCTaTOYHLIM MpubaerieHWem Beca W
3afiepXKoli pocTa.

B  HekoTopbix  cnyvaax  Tpebyetca
BPeMeHHLI MepexoA Ha UCKyccTBeHHOoe
MUTaHWE Yepes 30HA.
CneumnanucTer:
BpaY-crneumasnmucT no npobnemam ¢
rnotaHuvem (avceparua) (Facharzt for
Schlucksturungen (Dysphagie)),
auvetonor (Ernghrungsmediziner),
neamnatp co CneunanbHBIM
o6pasoeaHueMm B 0651aCTU Npobnem ¢
NUTAHUEM U NuLliesapeHuem (nNeamnatp-
ractposHTeponor (Kinderarzt mit
spezieller Ausbildung in Ernahrungs-
und Verdauungsfragen (Padiatrisc her
Gastroenterologe)), ncuxocomatuk
(Psychosomatiker
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KiDS-22q11 .y,

FopmoHer:

Poct

Y peteli ¢ 22qll uacto Habnropaetcs
3a4epXKa pocTa, HO K 3penomy BO3pacTy
AOCTUraeTca HOPMarnbHbIM pocT. Pepko
BCTpeuaroTca TaKke HapylieHus pocTa,
06ycnoBerneHHbIe pPaccTpoUCTBOM
rOPMOHArbHOTO 6anaHca. 3TM AeTu npu
pOXAEHUN UMetOT HOPMANbLHBIW poCT, a B
AanbHelllem  HabnropaeTcs  3a4epXKa
pocTa.

YposeHb kanbums
Y HeKOTOpbLIX HOBOPOXAEHHBIX feTel ¢

DS 22qll nposensetcs  CHWXeHWe
PYHKLUMU  OKOJIOWMTOBUAHBIX Xerle3 ¢

Ckenert

nocneayroWMM CUSTbHBIM  MOHWXEHUeM
YPOBHA KanbLus B KpOBW. 3TO MOXeT
npusecty, Hanpumep, K
NpeApacnonoxeHHOCTU K CYAOPOTam.

Tak Kak MOHWXeHWe YpPOBHS KarnbLma B
KPOBU MOXeT rMposSBUTLCA U MO3Xe,
peKOMeHaYHOTCA exeroaHo Aenatb aHanm3
kpoeu. TlapannenbHo  MmoxeT  6bITb
MOHWXeH YpOoBeHb MArHua, MO3TOMY ero
Heo6X0AMMO KOHTPONMPOBATL BMecCTe C
KanbLyem.

Y HekoTopbix peTelh ¢ DS 22qll
HabnrofaroTCcs U3MeHeHUus ckeneta. TTpu
3TOM UMetoTCA Hebosblume U3MeHeHUs
KUCTel U cTon. HUSKUIA MBILWEYHBIV TOHYC
(MbIWeYHas rMNOTOHWA) MOXeT NpUBecTU
nosxe K WUCKPUBIIEHUO MO3BOHOYHUKA
(ckonuos), nNpu KOTOpOM  BAXHO
CBOeBpeMeHHoe fledeHue. PexomeHayeTcs
NpOBEpKa PYHKLIMOHASILHOCTU B LUeHHOM
oTAene MO3BOHOYHUKA Yy AeTel cTaple 5

TTcuxuueckoe 3aoposbe

NneT, YTO6bI UCKIFOUUTD HeCTabUbHOCTL B
31O 0bnacTu.

TTpyuumHa BO3HUKArOWMX 6oneld B Horax (B
4YacTHOCTU Houbko) Npu DS 22qll ewwé He
BHIACHEHa A0 KoHUa. TeM He MeHee,
XOpolWe pe3ynbTatbl 6bINU AOCTUMHYTLL
nNpU  UCMOJIb30BAHUN  UHAUBUAYASNbHBIX
opToneAuYeckux CcTenek U nevebHol
FUMHACTUKM.

KiDS-22q11 .y,
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NyrnuBoCTb, 3GMKHYTOCTb "
ayTUCTUYeCKOe noBeaeHUe.

Ta 0cobeHHOCTb BCTpeUaeTcs B OCHOBHOM
y AeTeld A0 TpeTbero roAd XusHu. B
AOWKOMbHOM  BO3pacTe  MposengeTca
CUHAPOM  AeUUUTA  BHUMAHUS U
runepaktugHoct  (ADS unu  ADHS),
KOTOpLIA npueoauT K nnoxowu
obydyaemoctu B wkone. TTpencraensercs,
yto ADHS y peteli ¢ peneuven 22qll
BCTpEYaeTca HeCKOmNMbKO Yalle Yem Yy
HOpManbHLIX" feTeld, UTo, Npexae Bcero,
BLIpaXaeTcs B HeBHUMATETbHOCTU
pebeHka.

Takxe 4acTo BCTpevaeTca UMMYbCUBHOE
noseneHue. OcobeHHO nocne Havana

Passutue motopuku

MOSIOBOrO CO3pEBAHUS MOTYT BCTpeYaTbcs
HapylleHUs BOCMpUATUA  OKPYXaroLLero
MUpa U cebs, yxyalleHue HACTPOeHUs U
moTueaumn. TTpu BbIgBNeHUM y pebéHka
NCUXUYECKUX 3a6oneBaHUiA BAXHO
CO3HABATb, YTO OHU He O6ycroBneHsl
NeAaroruyeckUMmn OWKnBKaMm poauTeneis
W, Yem paHblue OHW OBHAPYXUBAFOTCA, Tem
nerye OHW neyarcs C  MOMOLBHO
nporpamm NoaAepKKM, Tepanueit
noeeAeHUa U MeANKAMeHTaMM.

Y ocHosHOW Mmacchl AeTeli ¢ DS 22qll
Habnroaaetcs obuas cnabocTb
MyCKynaTypbl  (TMNOTOHWA). 3TO  He
3HQUUT, YTO CyllecTyeT 3abosieBaHUe
MBIWL, G MPOCTO MOHWXEH MbILIEYHbIN
ToHyc.  Tloatomy  4acto  umeeTcs
HeKOTOpas 3GAepXKa pasBUTUS MOTOPUKU
B BO3pacTe, Koraa pebeHOK MoxeT
cBO60AHO cuaeTb UNU XoauUTb. OTKpPBITHIN

Mogpent obyueHus

poT TaKXe MOXeT 6bITb pesynbTaTom
MOHUXEHHOro ToHyca. OAHAKO NPUYUHOM
MOXeT CNYXUTb U 3aTpyAHEHHOE AbIXAHUe
Yepes Hoc.

Y HeKOTOpLIX AeTeld UMeeTcs HapylueHue
YYBCTBG pABHOBECUsl, KOTOpoe MOXeT
AOMOMHUTESNIbHO 3aTPYAHATb, K NpuUMepy,
obyyeHue e3abl Ha Berlocunese.

3abonesaHWa  NCUXUKM B Hallem
oblwectse Hepeaku. Jlloan ¢ cUHAPOMOM
Aeneumm 22ql1  nopaxeHbI UMK
HeCKOMbKO valle.

Y MHorux 6onbHeIX ¢ 22q11 cywecTeyroT
TPYAHOCTU C OblieHVem, KoToptie Kpome
npobnem ¢ YUCTO peyveBLIM ObMeHOM
WH(OpMaLMeli MOTyT nposBASTbCS U B

BUe npobnem C XeCTUKynauven W
MUMUKOW. DT TpyAHOCTU  MOTYT
npuBoaUTL HenpasunbHOW  OleHKe
60MbHBIMU  OMACHOCTEW,  OTHOLWEHWUM
Mexay NHoABMU UMM COLMAMNBHBIX
cutyaumii.  TToaToMy B HeKOTOpbIX
cnlyyasx y MAUWEHTOB  pasBUBAFOTCA

RU

3avactyro getm ¢ DS 22qll umerot
onpefeneHHyr0  MoAaeSlb  YaCTUYHBIX
HapyleHUA passuTUs, B TO Bpems Kak
onpefieneHHsIe CNOCOGHOCTU MOTYT 6bITb
pasBUTEL HOpPMAnbHO. TpyAHOCTU MOTYT
BO3HUKHYTb B NpOCTPaHCTBEHHOM
BOCMpUATUM, UYTO  MOXeT BecTU K
TMNu4HoMy ana DS 22911 HapyweHuro

obyyaemocTu. B wkone uawe Bcero B
3TOA CBA3U BO3HUKAFOT TPYAHOCTU B
MaTemaTUyeckux npeameTax.

3T0 MOoXeT BeCTM K TOMy, uTO B
XU3HEHHOM npakTUKe, Hanpumep,
UCNOSTHEHWE  KOMMMEKCHbIX  3aAGHUIA
bynert BbI3bIBATH onpefneneHHbIe
TpyAHOCTW.
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KiDS-22q11 .y,

XusHepeatenbHOCTb

Haxe HecmoTpa Ha TO, YTO y MHOTUX
feteld  22qll  3apepxka  pasBUTUS
CKaA3bIBAETCA BO MHOTUX 06MnacTax, 3Tm
AeTU HenpepbIBHO Pa3BUBAOTCS.

Ha npumepe HeKOTOpLIX B3POCABLIX C
cuHapomom feneuum 22qll mbr moxem
BUAETb, YTO BMOSIHE BOSMOXHLI BeAeHue
CaMOCTOATENbHOW  HOPMAJSIbHOM  XU3HU,
pa6oTa NO npogeccuu U OCHOBAHUE
cobcTBeHHOM cembUu. OAHAKO HekoTOpble
AeTUu C nnoxoh o06y4aeMocTbto Aaxe
6yAyuu B3poCnbIMU 6yayT HyxAaaTbca B
yxoae.

Ecnu  npu  poxaeHum  oTcyTcTByeT
TAXeNbIW MOPOK CepAld WNU  AeeKT
UMMYHHOU CUCTEMbI, HUUTO He yKa3bIBaeT
Ha yMeHblUeHue 0oXuaaeMon
NPOAONKUTESIBHOCTU XU3HU YerloBeKa C
Aeneuueit 22q11. KeHLWwmHbI c
KOMMMEeKCHLIM ~ MOPOKOM  CepAla U
COCYAUCTLIMW  3060J1EBAHUAMMU  AOSKHBI
MPOKOHCYNbTUPOBATHLCA nepen,
6epeMeHHOCTbFO Y  BpaYa-crielmanucTa.
TTp  BO3HUKHOBEHWUM  BOMPOCOB O
HACNeAOBAHUM  BLI  MOXeTe  MOomy4uTb

CopeiicTeue U y4yactme B Xu3HU obluecTsa

TTonmepxka U fleyeHue  OOSKHBI
YYUTBIBATL noTpebHoCTU Kaxaoro
nauveHTa U ero 6nuskux. [na storo
Heo6XOAMMO  YYUTLIBATL He  TOSbKO
o6LwmiA ypOBeHb passutUs "
CneumugUuyeckmue npobriemsr, HO Takxe U
XU3HEHHLIA KOHTeKcT (cembs, AeTCKUIA
caa, lWKona, AOCYr,  Mpogeccus).
PexomeHnyeTca npoeectu o6crnenosaHUs
AN NOMy4YeHUs TOYHLIX pe3ysbTaTos
(auarHocTuka). MexaucumnnuHapHas
KOMGHAG  CMNeLuasnucToB  COLMAnbHO-
neauwatpudeckoro ueHtpa (SPZ) Hapsaay ¢
NpeAoCTaBNAeMbIM  COAEUCTBUEM U
NeveHWeM  MOXeT  MpoBeCTU  Takue
o6cnefoBaHUA Ha  NPOEPECCUOHASTbHOM
YpOBHE WNU NpeAoCTaBUTL YCAyru Mo
KOOpAUHALIMU " CONpOBOXAEHUHO.
AKTYanbHbIM CnUCOK apapecoB SPZ  gbr
MOXeTe HalTU Ha caiiTe: www.dgspj.de.

B 3aBUCMMOCTU OT CUTyaUUU MOTYT BbITb
nposefleHbI  (PU3UOTepanus,  PaHHAS
CTUMYNALMS, 3proTepanus, rnoroneaus,

reHeTUYecKyHo KOHCYNbTALMKO.
peuesas Tepanus unu apyrve
neparoruyeckue MepbI no

CTUMYNUPOBAHUIO pa3suTUS. Kpome ToroO,
BAOXHA ~ NOAAepXKa poauTenel  npwu
NpeofoIeHUU UCMLITLIBAEMBIX HArpysok,
CBA3HBLIX C Aeneuueli 22q1l.

Ons opraHusauum BO3MOXHBIX
HeobX0AUMBIX MeponpusTui no
MONyYeHUHO MOMOLLU CeMbe, LWKOSTBHOM U
COLUMANbHOW  WHTerpauum, NonyYeHuHo

KOHCYNbTaLMiA no FOPUAUMECKUM
BOMpPOCAM, G  Takke  MOJIydeHUro
DONONHUTESbHBIX KOMMeHcauuii

WHBASIMAGM  MOXHO  06patuTbca K
KOMMeTeHTHLIM KOHCYNbTAHTAM
pervoHansHoro SPZ.

Camoli BaXHOW Lienbro BCeX Mep SBnseTcs
MAKCUMAnNbHOe — ydacTue 6onbHOrO B
KU3HW oObliecTBa B COOTBETCTBUU C
YPOBHeM ero passuTUsS U BO3PACTOM.

RU 1
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Kak so3HukaeT aeneuus 22q11?

YacTo reHHbIM maTepuan B XpOMOCOMHOM
pervioHe 22q11.2 TepseTca cnyyaiiHo npwu
06pasoBaHUU aliliexneTku unu
Cnepmartosouaa, npuyem HU OAWH U3
poauTtenet cam He 6oneH. B Takom
cnyyae rosopat O peneuuu 'de novo".
BeposTHocTb, 4TO TOT Xe [e@eKT
BO3HUKHET ellie pas, OTHOCUTESTbHO HU3KA.
Heneuuws 22qll moxeT nepepasatbcs no
HacreacTey  OAHUM U3 poauTeneW.
TTosTomy  poauTenam  pebeHka ¢
HapyLeHuem 22011 XPOMOCOMbBI

LienlecoobpasHo MnpoBecTU aHAnu3 Kposwu
Ha Hanuuue y HUX cammx geneuum 22q11.
B xopme nompo6HOU  KOHCynbTaLUW
reHeTUK CMOXeT OTBeTUTb Ha Apyrue
BO3HUKWMWE Yy PpOAUTeneid BOMPOCHL O
HacnefoBaHUU 6os1e3Hu " o
BO3MOXHOCTAX npeApOAOBLIX
obcnenoBaHuUiA. Cnucok
KOHCYNbTALUMOHHBIX LieHTpoe B MepmaHum
MOXHO HaATU no aapecy:
http://gfhev.de/de/beratungsstellen/ber
atungsstellen.php.

Tloqemy eCTb U Apyrue HassaHuUa cCUHApomMma Aeneuvu

22q11?

OTBeTCTBEHHbIM 3G CUHAPOM  TeHHBIN
AeqeKT 6bIN  BnepBble MOATBEPXKAEH
JNIOHAOHCKUM UcCnenoBateniem AOKTOPOM
TTetepom Ckambnepom B 1991 roay,
UCCNeaoBaBWUM 6OJSIbHBIX C CUHAPOMOM
[uleopre. CuHapom [uleopre skntouaeTt
B cebs nosereHne  OAHOBpeMeHHO
TAXeNoro rMopoka cepalua, fAedgekTa
UMMYHHOM CUCTeMbL (u3-3a
Helopa3sBUTOCTU BUNOYKOBOM Xenesbl) U
HefoCTaTKa Kanbuya (U3-3a NOHWXEHHOM
PYHKLUMU  OKOJIOWMTOBUAHOM  XKeslesbl).
OpnHaxko co BpemeHem 6bLNO O6HapyXeHO,
YTO Y NALMEHTOB C MOXOXMUMU KAPTUHAMMU
60J1e3HU TaKXe NPOCNeXnBaeTCcs CUHAPOM
fdeneumn 22qll. 310 TaKMe KAPTUHBI
6oniesHN, Kak  Hampumep,  CUHAPOM
KOHOTPYHKAbHBIX W NULEBLIX GHOMASTUM,
KOTOpLIA ~ OMWUCLIBAET  ACCOLMALIUIO
onpefeneHHbIX  MOPOKOB  CepAua ¢

XAPAKTEPHBIMU YepTamu nula, CUHAPOM
LnpuHTUEeHa Unu Beno-KapANO-NnLIEBOU
CUHAPOM, NpPU KOTOPOM OCHOBHOW Yynop
AenaeTca Ha npobnematwky Héba u
HeOCTATOYHYO  06yvaemocTb,  UnU
cuHapom  Kalinepa, npu  KoTOpom
BbIPAXeHa HeJOpa3BUTOCTb MBILILIEI YFS10B
pTa. 3aTem Ana Bcex 3a60neBaHUN,
BbI3bIBAEMBIX  CUHAPOMOM  Aefleumu
22qll, 6bINO  npennioXeHO  HasBaHWe
CATCH 22. Kaxpasa 6ykea 3TOro crosa
obosHa4ana OAVH u3 yacTto
BCTPEUArOLLUXCS CUMMTOMOB, a Umppa 22
- xpomocomy 22. OpHako TaK Kak
Ha3BaHWe COBMGAASIO C OAHOU BOEHHOM
CaTUpPOX U 3TO BOCMPUHUMANOCH KaK
AUCKPUMUHALINS, AGHHOe NoHsiTUe
NpakTU4eckM 6onblie He UCNOSb3yeTcs.
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Kak mbr cnpasnsemca ¢ atum?

BepoatHo, nroboro uenoeeka rny6oko
nopaxaeT u3BecTMe O TOM, 4TO ero
pebeHok unu oH cam "apyront”. bonesHb B
1Ho60e BpeMs MOXeT HACTUTHYTb KaXAoro
M3 HAC, WU MBI AOSIKHBI  HAYYUTbCS
NPUHUMATL HAC TAKUMM, KaKUe MBI eCTb.
KoHeuHo, B 6onblWUHCTBE cemen
BO3pacTaeT rpy3 3a60T, U Ha MHOTUeE BeluU
NpUXOAUTCA TPATUTL 6Onblle BpemeHU, HO
3TO He [AOJIXHO BNUATL HA Ka4ecTBO
Xu3HW. TTouTW Ans BCex BbILEHA3BAHHLIX
npobnem, O0CO6eHHO nNpU paHHel Ux
ANArHoCTUKe, MOXHO noaobpatb xopoluue
BAPUAHTLI nNeveHus. Tak Kak 3a4acTyro
3GTPOHYTBI HECKOJIbKO CUCTEM OpPraHoB, TO
OCHOBHOE fledeHUe U ero KoopAUHALMO
bepyT Ha cebs, Kak Npasuno, neauatp,

CeMeMHbI  BpaY  WNU  COLMANBHLIN
neauatp (SPZ). OaHako Ans pelueHus
onpepeneHHbIX cneumpUUeckmx
BOMPOCOB  BCe  Xe  MOHamo6uTca
COOTBETCTBYHOLUMIA BPAY-CNELMAnuCT.

Tak KaK CUHOPOM OYeHb CIIOXeH Y
KaXAOTO OTAeNbHOrO 6ONbHOrO U MOXeT
NpOSBNATLCA PA3SIUYHBIMU CUMMTOMAMMU,
TO MHOTUM CeMbAM, G TAKXe BpaYam U
TepanesTam, WHoraa TpyaHo
COpPUEHTUPOBATLCA B CUTyaumu. TTosTomy
obbeaunHeHne  KiDS-22qll  eV. u
BXOAALIAS B HEFO MeAULIMHCKAs KOMUCCUA

BbICTYNAFOT 3a npenocTasneHue
WHPOPMALIMU CNeLmanmucTam, 60nbHLIM U
nx 6nU3KUM

RU 13
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ABTOpbI:

Mpod. A-p. mea. Auuta Payx (Anita Rauch) Rauch,
VHCTUTYT MeaNLMHCKOW reHeTUKK, yHusepcuteT r. Litopux

Mpod. a-p- mea. O-p mea. Hayk Mapanbp Boge (Harald Bode),

LleHTp coumansbHon negnaTtpum Npy YHUBEPCUTETCKON KINHUKE . YIbM

Mpod. A-p. mea. O-p mea. Hayk NenbmyT-NoHTep O€p (Helmuth-Glinther Dorr),
HeTtckasn sHookpuHonorus, YHmeepcuteT uMm. ®pugpuxa-AnekcaHgpa r. dpnaHreH-
HiopHOepr, SpnaHreH

Mpod. A-p. mea. Ctecban An (Stephan Ehl),

LleHTp xpoHuyeckoro ummyHogedmumuta (CCl) npy YHuBepcuteTckom knuHuke r. Ppanbypr
O-p mepn. N'yapyH ®apeHxonbl (Gudrun Fahrenholz),

Tepanus, byxronsu-uH-gep-Hopaxavige

Mpod. a-p. mea. A-p men. Hayk [bxoH lNec (John Hess),

Hemeukni Kapgronormdeckuii LieHTp r. MioHxeH

Mpod. a-p. mea. O-p mea. Hayk Knayc-TleTtep. Jlew (Klaus-Peter. Lesch),

KnuHuka ncuxmatpum n ncmxotepanum, YHUBepcuUTeTCKas KrnuHuka r. Bropubypr

Mpod. a-p. mea. f1-p mea. Hayk (ctomatonorus) [I-p meAa. Hayk Po6epT 3agep (Robert
Sader),

KnuHmka v nonuknmH1Ka YenCTHO-NMULEBON M NNACcTUYECKOWM X1pyprv nuua,
YHuBepcuteTckasa KunHuka r. dpaHkdypt

O-p mepn. Yp3yna 3ayap (Ursula Sauer),

HeTtckun kapguonor Ha neHcuu, r. MioHxeH

Mpod. a-p. mea. A-p mea. Hayk Muxaans Lirpenens (Michael Streppel),

KrnunHuka oTopmHonapuHronorum, YHuBepcuteTckas KnunHuka r. KénbH

O-p men. Cro3aHHa BanuTua (Susanne Walitza),

KrnnHuka geTckon 1 nogpocTKOBOWM NcuxuaTpum, YHUBepcuTeTckas knuHuka r. Bropubypr

Ecnu Bac uHTepecyeT 6onee noapobHasa uHgpopmaumsa o KiDS-22qll e.V., npocto
MO3BOHUTE HAM WJTU HAMULLUTE KOPOTKOE MUCbMO UMW 3N1eKTPOHHOe CooblleHue.
(www KiDS-22q11.com) unu Info@KiDS-22q11.com.

Ten.: +49 (0) 83 79-72880

Opranusaums nMpusHaHa HekoMmepUecKoli Harloroso-puHaHCOBLIM yripassieHuem r. KemnteH, HH. 109/50677 Peructp
opraHusaumi AT KemnteH (Anbroid) VR 200148

BerxoaHbre ceefieHus: - ,KiDS-22q11-Info med-Berichte” usnaHo o6beanHeHuem: Kinder mit DeletionsSyndrom 22q11.
(KiDS-22q11) e.V. Blumenweg 2, 87448 Waltenhofen
- TTepenevatka, YacTU4HOE UM MOJIHOE UCMOJIL3OBAHUE CTATEM B OTKPLITHIX UCTOUHUKAX 3arnpelieHsr 6e3
COOTBETCTBYHOLLErO paspellieHus U3aaTens.
- Layout: Ulrich Geckeler
Anpec 8 MHTepHete: http://www.kids-22q11.com ISSN: 1863-1576
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< bitte hier abtrennen (fiir Fensterbrief DIN C6 lang)

Aufnahmeantrag in den Verein
Kinder mit DeletionsSyndrom 22q11 (KiDS-22q11) e.V.
Name
V2.6 12/2007

Vorname Geb.-Datum

Ich bin damit einverstanden, dass meine Angaben elektronisch

gespeichert werden. Diese Daten unterliegen dem Datenschutz und
StraBe PLZ Ort werden nicht an Dritte weitergegeben.
Tel./Fax:
i Den jahrlichen Mitgliedsbeitrag von €/SFR

(Mindestbeitrag 30,- €/ 50,- SFR

weitere Fam.-Mitglieder frei
Neben mir treten dem Verein noch weitere Mitglieder unserer Familie bei. 9 )

(betroffenes Kind bitte mit * kennzeichnen) O Uberweise ich selbst

O Lasse ich mittels Einzugsermachtigung erheben

Bank, Sparkasse, Postbank

/

Name Vorname Geb.-Datum BLZ Kontonummer
X X
Datum Unterschrift-Vereinsbeitritt Datum Unterschrift-Abbuchungserlaubnis
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