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TMMA U
PE/INKCA B
BOOBPAMEHUE

TUM MPULLIEN K AALE DE/TUKCY —
B/IECTALLYEMY YYEHOMY U U30BPETATE/IIO.
— e e TR
TUM, HALO R s
CKA3ATb, 3TO OYEHb
BKYCHO!

/1A, HO Tbl ELLIE HE
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TOJIbKO N03BO/1b MHE
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HECELLIb CBOM
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Tbl 11O
MEJIAHUIO.

CMOTPU! ABE CTPAHUL|bI
C/ININJINCh U3-3A
LIIOKO/IAAHOIO KPEMA!

3HAYUT, A 4YTO-TO
Ynycrun...

C TBOUM
AOMALLIHNM
3A[AHUEM?

BOMKE! OX YK 3TN
B3POC/IbIE!

WKAY HE I0MAYChT

PA30BPATbCA C
1oCy4oMn...

YTO 3TO? 3TO JKE HE
LIOKO-50KO-/IALHbIN

AEJIA/1 BCE CTPOIO
O PELENTY...

M AOBABUT YTO-TO
APYIOE, HO HE

AAAb, A nonay
MOUIPAIO B

MEPEKUBAMA...

MO3AHEE...KOrAA
E/IA V/IET/IAC...

MPUCTABKY. 4

M 3TO BCE O TE/IE
YE/IOBEKA — TAKASA
CKYKOTULLA.

MOYEMY HE
«KOCMOC» Nin
«/JUHO3ABPbI»?

MOCTOM, TUM, A OBELLA
TBOUM POAUTE/NIAM
Y3HATb, KAK AE/IA...

MPULLI/IO BPEMA
MOKA3ATb TEBE MOE
HOBOE rPAHANO3HOE

U3OBPETEHUE.




A YTO, EC/IN YHEHUK
MO bbl YATATb
MbIC/IN YYUTENA?
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HE CKPOMHMYAW,
AAAA OENMKC. EC/IN Thl
CYMTAELLIb, YTO 3TO
KPYTO, TAK U CKAXKM.

TOr4A BCE
Bbl/10 Bbl KYA,
TMOHATHEE.
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U30BPETEHUE
WU3MEHUT MUP!

OAMH LUJIEM A/14 KOrJA OHu
YYUTE/IA, OANH - MOAK/IIOYATCA APYT K
AJ1A YHEHUKA. APYIY, Tbl CMOELLIb

YBULETb MOU MbIC/TN.
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AOBPO O}AJIOBATb
B CAMYIO ANKYIO
MOE3AKY BO BCEM
YHUBEPCAPU-YME!

Tbl U30OBPEN
MOTOLMUK/T? MHE
KAMETCA, TEBE
CTOUT 3HATb...
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OYEHb CMELLHO!

MEPES TO6OM
BY/AYIYEE )/
OBPA30BAHUA! /77

B [MPOCTPAHCTBE
MOEIo
BOOBPAMEHUA.

Tbl HE MOT
MPEACTABUTb CEBA
B OAEXAE
MONIYYLLE?

PE3KAA CMEHA

___OBCTAHOBKM...

MUP MO/IHBIV INNKUX
WPUCOK. HE BYAELLIb
MEPEXXUBATb 13-3A
BbICTPOV E3/bI.

JIIKUE UPUCKN?
M/IA, BCE KAK
BY/AITO B KJIEE...

CIMOKOMHO...
CMOKOWHO... A CEWYAC TEBE
Y)KE KOM®OPTHEE?

HAKOHEL-TO! YTO-TO
HOPMA/IbHOE.

MUMEHHO... TO/IbKO
A AO/IXKEH
NPEAYIPEQNTD TEBA
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A TEGE BCE
CMELLHO, A?

U3BUHU, TUM.
OBELYAO, 5OJIbLUE
HUKAKNX NPOAEJIOK.

AABAW B3I/TAHEM
HA TEMY TBOEFO
JIOMALLHEFO
3ALAHUA.

TO/IbKO HE
AWHO3ABPbI!

TE/10 YE/IOBEKA!
TE/10 YE/IOBEKA!

5 A, TOYHO, A4
3ABbI/.

YTO XE A4 3HAIO O
AWNHO3ABPAX?

TOYEMY Tbl HE
MOELLIb TPOCTO
YAASINTb EF0?

CIO/IA OH HE
MPOBEPETCA!

MOAMELLb, A

CKOPEE! TYAA!

noTomy 4To,
KAK Tbl MO3XE
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UCIO/Ib30BATb
CBOV MO3r.

470 370?
JIABUPUHT?
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HET, 3TO LE/IbIV
J1A-61-PUH-TU-LLE!

HO OTCIOAA HAM U3
HErO HE
BbIBPATbBCA...




AABAN
MONETAEM!

3TOT JIABUPUHT —
ro/10BHOM Mo3r
YE/IOBEKA!

TOYHO. OH /1YYLUE
JIIOBOIro
KOMIIbIOTEPA.

ro/1I0BHOM MO3r
MOMOTAET IYMATb,
MOMHMUTb, PELLUATb
MPOB/IEMbI.

OH C/ZIEQNT 3A
BUEHWNEM CEPALA,
AbIXAHUEM...

U COLEPKUT
UHPOPMALMIO HA MAPY
JECATKOB
SHUMK/IONEANA.
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A ELLIE OH NEPEAJAET
COOBLLEHNA YEPE3 HEPBbI
BbICTPEE, YEM ABUMETCA

CKOPOCTHOM MOE34!

U ELL{E KOE-4TO O
ro/1I0BHOM MO3TE.

A48 SE/INKC,
nogoxan.
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0 YEM A AENCTBUTE/Ib
XOYY Y3HATb...0 TAKUX
K/IETKAX, ECTb TAKUE
MAJIEHBKUE KJIETKU U
TEHbI U...

A VIKE [IUCA/ O FO/IOBHOM
MO3TE, O CEPALE U 050

BCEM, YTO Thl CKA3A/I. : Fil bl AUMEN B

' ; Y BUAY HE

XopoLuo! neoctun
EC/IN TEBE CKYYHO,
U A TPAYY TBOE
BPEMA.

HUYETO bOJIbLUE HE
rosopu!
NMPUTOTOBLCA K
NYTELUECTBMIO... B
MUKPOMMUP!

Mbl CKUMAEMCA!!




YTO 3TO? MHE
TAMENO ABUTATBCA
CKBO3b 3TN
AXKYHIIN.

3TO KOXA YEJ/IOBEKA,
MUMEHHO TA, KOTOPYIO Tbl
BUAEN PAHBLLUE YEPE3
MMUWKPOCKOI.

... BOJIOCbI. TOYHO.

MOKATATbCA C
PA3MAXOM?

MOYEMY B6bl HAM HE

HAKOHEL-TO

TBOE BOOBPAMKEHUE
CO3/A/I0 YTO-TO

4YTO? BOT 3TA...
ANYHULA?

MOCMOTPU BHU3,
TUM. 3TO KJ/IETKA.

AA. HALUN TEJIA
COCTOAT N3
TPU/I/INOHOB

YE/IOBEKOM?

Mbl JOCTATOYHO
HU3KO, N03TOMY
S MAPALLIOTbI HE
3 HYKHbI.
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HAC ECTb " BUANLLIb
MAPALLIOTBI. C/IABA BOIY! = 3 MWIZIMMETP HA
W CBOEV JINHEVKE?
m
nocmotPum - 3 A\
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MOB/IMKE? A KAKOro 18 TAK BOT, B 3TOM
PA3MEPA 3TN KPOXOTHOM IMPOCTPAHCTBE -
K/IETKU? - ﬁ s MOJKET MOMECTUTBCA - =
L. COTHA K/IETOK.
"y, BCE Mbl BbIPACTAEM IY; HY. =
B3I/IAHN W A
A HEE, BCEFO 13 OBHOW K/IETKY. { BEPHO. HE B
A K MOMEHTY POAEHNA Y BUANLLIb ENYb? KAIVCTY, HE B
HAC UX V3KE IBECTH HO OTKYAA : BOAOPOC/IN, IAXKE
ABEC Mb! MOKEM EC/M A ETO HE B TA/IbMY.
MWU/1/INOHOB! 3HATb, 4TO 3TA BbIPALLY, BO 4TO OH
LUTYKA CTAHET TMPEBPATUTCA?

K/IETKA PACTET
COr/IACHO

UHPOPMALMY,

XPAHALLEVCA B HEﬁ.

MMEHHO TAK. 3TA
K/IETKA MOMET BbIPACTU
TO/IbKO B YE/IOBEKA, U
HUKAK UHAYE.

BOT 3TA YACTb B
LIEHTPE — 3TO A4PO.
B HEM HAXOA4ATCA
BCE UHCTPYKLMU.

EC/IM Tbl TAK
CYUTAELLIb. HO Al HE
BUMKY HUKAKUX
UHCTPYKLMA.

Tbl BCE
MOVMELLb, EC/IN
NOAHUMELLBLCA

BMECTE CO MHOM.

A ECTb YTO-HUBY/Ab
MOrPOLLE?
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A MOPAAKE.
== cmoTPu! OHA 3AKO/IMPOBAHA.
EZIEM BHU3! 3TA AHK MEPEAAET BCIO BUANLIb PA3HOLBETHbIE
7 MH®OPMALMIO, 4TOBbI CTYMEHN NECTHULIbI?
8 CAE/IATb HAC TAKUMM, KAKME
= ~— MblI ECTb: HALL POCT, LiBET
£\ — BOJIOC, [1A3, U T.A... CXEMA 3TUX YETbIPEX
W\ LIBETOB OMPEAE/IAET,
A CEFYAC Tbl 2 KAK Mbl BYZEM
MPEBPATU/I EE B : 2 E PACTH.
rOPKY! Forg [

PABHO HE BUXY 3AECb
HUKAKOMN
UHOOPMALNN!

NOTOMY 4YTO OHA

OYEHb I1/IOTHO
3AKPYYUBAETCA B
TAKUE LUTYKN!

Tbl MEHA PA3[ABULLIb!

W BCE-TAKU, KAK
KWU/IOMETPbI AHK
NMOMELLAIOTCA B O4HY
KJ/IETKY?

HE COTHU. COPOK
LUECTb B KAX /0 K/IETKE.
OHU HA3bIBAKOTCA
XPOMOCOMAMMU.

XPOMOCOMbI?
A C/IbILATT OB
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nPUYMH AN o i
BECMOKOWMCTBA !

A HE XOY4Y BPEANTD

EV, HO U HE XOYY,
4YTOBbl MEHA

3ATONTAN!

YIc! A 3TA HAC HE
YBUAENA!

OHU UAYT K HOBOM
K/IETKE, U Mbl — HA
ux nytu!




nogoxaum,
TUM. A KAK KE

OAWH PbIBOK...
nroroso!

KO 3T OCOBBIE
YACTU JHK COOBLYAIOT
TENY KAK PA3BUBATBCA.
/151 YEFO HEOBXOAMMO
OCTA/IbHOE — Mbl HE
3HAEM

OT/IN4HO!
TEMNEPb Mbl
MOXEM UATU?,

KAK KAMELLKA B
BYCAX.

KPYTO... AABAM ELLE
MOKATAEMCA HA

ECTb! AABAW
BEPHEMCA U ELE
PA3 [TOCMOTPUM HA
ITY KNIETKY!

...KAK PACTU. BEPHO.
Oro! HE AYMAIO,
YTO OH 3/104, HO

TAK... K/IETKA HAM N1YYLUE
«CYUTBIBAET» MoTOPONUTBLCA!
3AKOAUPOBAHHYIO B 3TUX .
TEHAX UH®OPMALNIO... WL

KOTOPAA COOBLUAET...

JIYYLUE Bbl
TEGE [TOAYMATb O
KAKOM-HUBY /b
BbICTPOM
PAHCIOPTE!

CEMYAC
ITUX K/IETOK
/BE. BTOPAA —
TOYHASA Konns

KAK TAK
nosayyunsio
Cb?

,aABAﬁ MPEBPATUM

AOCKN B MPEACTABUM K/IETKY

3PUTE/IbHbIE MECTA, C BCEro nLLb 1BYMSA
U A NMOKAMY TEBE. XPOMOCOMAMMU.

X-OBPA3HbIE
®OPMbI AENATCA =
HA 1BA HOBbIX CENYAC A4PO
HABOPA HAYUHAET
XPOMOCOM. AE/INTBCA HA 1BA!

A Tbl 3HAELLb,
YTO K/IETKM...

..TUM?

3TO nrPoncxoantT

CHOBA U CHOBA -
TPUJI/INOHbI PA3, NOKA

YE/IOBEK PACTET.

BCEB
NMOPALKE?

roToBO! TEMEPb

ECTb 1BE K/IETKU,
KAXAAA CO
CBOUM [AHK.

nogoxan!
A C TO50M!
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KW/IOMETPbI 4HK...
TbICAYN TEHOB B

NMPABUJ/IbHOM IOPAAKE.

TAK C/IO}HO!

£ HEAABHO,
NEPEMACBHIBAA B LLUKOJIE
NPEAJIOEHUE U3
YYEBHUKA, A4 4ONYCTUN
TPU OLUNBKWN!

ECTb BO/IBLUAA

BEPOATHOCT, 4TO
KJIETKA NPH

KOMUPOBAHUM

TUM, TAK BbIBAET. YACTb
XPOMOCOMbI MOXET
BbITb YTEPAHA.

NN ABE YACTU
moryt
C/IUIMHYTBCA..,

...XPOMOCOMA
BAXE MOXET
COAEPXKATH
AOMOJIHUTE/IbHbIE
I/IEMEHTBI.
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HO... BCIOMHN
; TOT TOPT, 4TO Tbl
~\_ UCIEK CErOAHA!

Tbl 3A3EBAJICA U
AOBABU/1 4TO-TO,
YTO HE 4OJIXKHO
Bbl/10 BbITb TAM...

WM BCE }XE OH NoJ1y4n/ica
OCOBEHHbIM!

A MOHUMAIO, K
YEMY Tbl K/IOHULLb,
A8 OE/UKC. '

BE/IHbIVi CTAPUK
®E/INKC.
BOOBPAMEHUE TEBA
TAK YTOMWJIO.

XOPOLLIO, A CEMYAC
AABAV HAC/ZIAAUMCA

TUM, BUAMLLb A Bbl CKA3ATT,
[BEPb? 3TO BbIXOA = o YTO Y MEHS OT/IMYHBI
U3 MOEFO ./ TIABAV HATEPETOHKM! LAHC, TOTOMY 4TO
BOOBPAMKEHMS. MOC/IEAHWI TOTOBUT CEMYAC TBOSA OCKA
: YIUH. D D IPEBPATUTCA B GAHAH!

TAE TBOE
CPE/CTBO OT
BOCIMA/IEHUSA

XUTPOCTU? 3
>l

Tbl LUYTULLIL?
Y TEBA HET
LIAHCOB!

A XAy
YEro-HUbYAb
BKYCHEHbKOrO!
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HO CHAYAJIA, KOHEYHO,
HAZO YBEAMNTLCA B TOM,
4TO Y MEHA MOPE

K/IACCHbIX UAEWN!!
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Haderocb, 8amM MOHPABUAACH UCMOPUS O MOUX NMPUKAOYeHUsx ¢ 0a0eli ®enukcom. A dymato,
cmoum nobosbule PaccKkazame 8amM O XPOMOCOMAX U 2eHaX.

O 8cex XusbIX Cywecmasax, 8 mom 4ucse o AH0AX, MAKUX KAK 8bl U f, COCMOAWUX U3
MHOX(ecmsa Kaemok. Haw opeaHu3m cocmoum u3 munnuapdoe Ka1emok. Bce Kaemku,
C/I08HO KPOWEYHbIE MeWOoYKU C HUOKOCMbIo, coeduHeHbl Opye ¢ Opy20M. B paznuvHbix
4acmsx mesa PAcrionoXeHs! Pa3Hble murbl KAemok. [locmompeme Ha Knemku
4es108e4ecKo20 0P2aHU3MA MOXCHO MOsIbKO C MOMOUbIO MUKPOCKONMA, M0380/140We20
ysudems ux 8 20pa300 bosbwem pasmepe, YeM OHU ecmb Ha CAMOM Oese.

BHympu Kax0ol Knemxu ecmb HeYmo, Ha3bieaemoe A0POM — UMEHHO 8 HeM HaxX00amcsA
XPOMOCOMbI. XpPOMOCOMbI MOXOHU HA O/IUHHbIE wesnKogble HUmu. O6bIYHO Kax0aa Kaemka
Yes108e4eCcK020 mesa cooeprcum 46 xpomMocom.

B OCHOBHOM, XPOMOCOMbI COCMOAM U3 Mamepuana rnod HazeaHuem AHK. Xpomocomei
delicmeumesibHO ABAAIOMCA OYEHb BAXHbLIMU 371eMEeHMAMU, MOCKO/bKY 8 HUX COOepIHamcs
UHCMPYKYUU, noMozaroujue Hauemy op2aHuU3My npasusnbHO pacmu U hyHKUUOHUPO8amMe.
Smu uHCMpyKyuu Haseisaromces ceHamu. Kaxcoblli 2eH 8binoaHAem onpedeneHHyo

PyHKYUI0.

MHo20a xpomocombl MaadeHyes8 Mo2ym omaudamsca om cmaHoapmHeix. Yacmu xpomocom
MO2ym omcymcmeosams, HEKOMOpPbIE XPOMOCOMbI MO2ym co0epXams 00nosaHUMesbHble
a71eMeHMbl, Uau 4acmu 8 XpOMOCOMeE MPOCMo MeHAMcs Opyea ¢ Opyeom mecmamu. To2da u
2eHbl 8 OUHHbIX YACMAX XPOMOCOM makxxce 6ydym npomnyujeHsl, 006a87eHb! Unu 3aMmeHeHbl —
c1e008amesibHO, OHU He CMo2ym npasusibHO (hyHKUUOHUPO8AMb.,

Kak makoe usmeHeHue rnosausem Ha MaAadeHya unu pebeHka, 3agucum om yHKyud, 3a
Komopble omeeyarom coomeemcmeyroujue 2eHsl. Hanpumep, ecau oCHOBHAA (hyHKYUA 2eHa
3aKaoyaemcs 8 obecrieyeHuu npasuabHol pabomel cepoya maadeHya, Mo 8 cayvyae
owubKu, 803HUKWel 8 0QHHOM 2eHe, Y MAadeHya Mo2ym rnoAasumecs npobaemsi ¢ cepoyem.
Hekomopeble 2eHbl nepedarom UHGPOPMayuro o0 NpasunsHol pabome mo3say, noamomy ecnu
OHU HapyuweHbl, mo pebeHKy ¢ 803pacmom bydem CrI0HHee y4umsCsa Yemy-mo HOB8OMY, U
emMy Mmoxem noHadobumeca 00NoMHUMEIbHAA MOMOWb Npu 0by4YeHUU 8 WKoe.

/1904 ®enukc ckazan MmHe, Ymo 8 Yesnoseke cooepramcs okoso 30 000 pa3auyHbIX 2eHO8.
3mu eeHbl 8bIMOAHAM Pa3Hble PYHKYUU, U 10600 U3 HUX Moxem 6bimb
nospexoeH.

Moamomy nt0du ¢ pa3zHO0bPA3HLIMU XPOMOCOMHbIMU
OMK/IOHEHUAMU makKue 0cobeHHble U YHUKAsbHble!

A ysepeH, Ymo, ecau y 8ac ecmb 80r1POCbl O XPOMOCOMAX U
2eHax, eawu mamel, narel uau y4umerrnia cMmo2ym rnomoyb
8am Halimu Ha HUX omsem.

Ecnu Hem, mo 8bl moxeme obpamumeocA 8 bubsauomeky
unu

smecme ¢ Opy3bAMU MOUCKamMeb 6osbuwe uHgpopmayuu ob
amom 8 UHmepHeme.

A mMHe nopa ecomosums!

Tum




Uctopun FOHUMK, KHura 1.
Ony6ankosaHo Unique — Ipynnoli noafep KM cemeit ¢ peAKMMU XPOMOCOMHbBIMU OTKNOHEHUAMM.

Tpynna noaAep:KKN cemeit ¢ peAKMMM XPOMOCOMHBIMMU OTKNIOHEHUAMM
Homep B peectpe 6aaroTBopuTeNbHbIX OpraHmsaumii 1110661
Homep B peecTtpe KomnaHuit AHranm n Yanbca 5460413
Appec pernctpauuun: BaanaHt Xayc, 3 'penHax Munnc, Yunap Poya, JloHaoH SW12 ONE

TekcT n nnntoctpaunm — Mutep CKoTT.
[ononHuTeNbHbIN TEKCT — foKTOp Besepan Cepa.

Copyright © Unique - Ipynna noagepKKu cemeli ¢ pegKMMmmn XpoMOCOMHbIMU OTKNOHEHUAMM 2004.

MepeBog, ocyLwecTBNEH B pamKax BONOHTepcKoro npoekTa Unique kadeapbl nepesosga PIMY um.
A.W. TepueHa, r. CaHkT-lMeTepbypr, Poccus, 2019 (Ekaterina Vekshina/CA)

Bce npaga 3awuiueHsl.
Hu oaHa 13 yacTel HacToAwel Ny6anKaLMM He MOXKeT BbITb BOCNpon3BeZeHa B Kakon-1nmbo dopme,
COXpaHeHa B KaKon-1Mb0o NOMCKOBOW cucTeme UK NepeaaHa B Kakoin-nmbo dopme
UK KaKUMK-NMB0 cpescTBaMu 6e3 npesBapuTeIbHOTO MUCbMEHHOTO paspeLleHns usgaTens.

ISBN 0-9541253-2-0
I'pynna Unique BbipakaeT UCKPeHHI0 61arogapHoOCTb 3a GUHAHCOBYIO MOAAEPHKKY

N34aHWNA 3TON KHUTU
cembe Kepbu, JPMC u Sporting Bears Charity.



U .
Understanding Chromosome & Gene Disorders

The Stables, Station Road West, Oxted, Surrey RH8 9EE, United Kingdom
Tel: +44 (0)1883 723356
Email: info@rarechromo.org
www.rarechromo.org

Rare Chromosome Disorder Support Group
Registered Charity Number 1110661
Registered in England and Wales Company Number 5460413
Registered Office: Valiant House, 3 Grange Mills, Weir Road, London SW12 ONE Issue 1



