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HyTas B TyaJeTHYI0 Oymary Musana. OHa
OYeHB IT0X0Ka Ha MYMUIO U3 FOJIMBYACKIX
6Jsi0x6acTepoB. [leTy cCMeIOTCs. MuIaHa 0XO0T-
Ho no3upyeT oropenoprepy Hacte. CHUMKU
OIIyOJIMKYIOT B IETCKOY ra3eTe.

Hamurucs cpeiu ieTe 1 KOJIyMHUCTEL Jle-
HUC PeMU30B IepeyncisgeT JOCTONHCTBA Ja-
TepHBIX Jpy3el. [IpUBOAVIM TEKCT e TUKOM:
«KocTsa cmentHoM n yMHBIN. OH KpacuBBIN. OH
JIIOOUT ILJIABaTh, ¥ eCTh. HacTsA KpacuBas yM-
Has Tpynoiobusas. OHA JIIOOUT eCTh, CIIATh
U 11aBaTh. Oyd KpacuBad ymMHaA. OHa JIIo-
OUT ILJIaBaTh, €CTh U UT'PATH C APY3bAMU. JleHa
KpacuBasi, yMHas U TPyZoI00uBasi. [keHeTa
KpacuBas oueHb. M KjlacHasdA, U yMHasd, U Ty-
JoJo6uBas. OHa OYeHb JIIOOUT UTPATh U I1JIa-
BaTh, ¥ OHA MHE OUYeHb HPABUTCS. f 106110
[xaneTy.

JleHUCy IeBATH JIeT.

Jlpyras rpyiiia IHbIX XKy DHAJIUCTOB IO/
IIPUCMOTPOM, HO He BMeIIaTeIbCTBOM KOP-
pecmonierTa «b-Kids» cobupaet Mmatepuas
I py6puku «Tapeskar. K Beuepy Ha ofHON
U3 II0JIOC TTOABJIAIOTCSA HeGOIbIINe UHTEP-
BBIO C OTJIBIXAOITUMU U IIePCOHAJIOM. JIFo 1
OXOTHO PAaCCKa3bIBAIOT JETAM O JIIOOUMBIX
GJIIOAX U O TOM, KaKKe OHU OJII0/Ia He JII0-
64T. B IOMCKaX MHTePeCHBIX T'epOeB MaJIeHb-
KUe )Xy PHaJIUCTBI, COBCeM KaK 3aIlIpaBCKUe
peropTepsl, CMeJIO IITYPMYIOT CTOJIOBYIO.
O6GasTespHAS eBYIIKa-0UITUAHTKA B JIeT-
KOM CMYILIeHUU: OHA U3 feBodek, O Me-
mepsAKOBa, HalleJUJa Ha Hee 0ObEKTUB

VPUHA BYXXOP

JIuunwlil onvim

Enena MelepsikoBa, Iipe-
3uzieHT POO «Xpynkue
JeTi», upexTop bd
«XpyTIKIe JTIOAM», 3HAET O
HeCOBePIIeHHOM OCTeore-
He3e ecIu He Bce, TO
odeHb MHOTOe. OHa Mama
YeTBEePLIX JIeTel, OVH U3
KOTOPBIX KaK pa3 XpyTl-
xuit pebeHok. Enena
TosICHseT: «V3-3a 6oJe3HN
KOCTU CTAaHOBATCS XPYTI-
KMMU — MOTYT CIOMaThCsT
OT MaJIefIIIero HeJIOBKOTO
JIBIDKeHMsD. [1o cioBam
MeepsIKOBO!, pOAUTENN
JleTell C HeCOBePIeHHBIM
OCTEOreHe30M CTaIKUBa-
I0TCSI C IIJIBIM PS/IOM
po6ieM. «OCHOBHAs
3aKJII04aeTCsI B TOM, UTO
TIperaparsl, KOTopble
HCIIOIB3YIOTCS IIPU JIeue-
HuU B Poccny, He UMeIOT
TTOKA3aHUM IS IeYeHUST
HeCOBePIIEHHOIO OCTeO-
reHe3a B MHCTPYKIIUU,—
rosopurt EneHa.— Oxasa-
JIOCh, YTO HOPMATHBHAsI
6a3a, 110 KOTOPOM NX
MOJKHO IIPUHUMATh, €CTh,
HO MBI He MOJKeM 3acTa-
BUTH Bpayel UX Ha3Ha-
4Jarh. ECTh, KOHEYHO, 10K
TOpa, KOTOPEIE IBITAIOTCS
CUTYaIUIO IIePeIOMUTD,
HO UX eITUHUIIBD.

B 1aHHBIT MOMEHT, IO
croBaM EneHbI, cuTyanus
Co3/laach IUIaYeBHAs:
BpayM yacTo He 3HAIOT,
YTO CYIeCTByeT JeYeHNe
oT 60JIe3HU XPYIIKOCTH
KOCTeM, O TOM, KaKue JlaTh
POAUTENSIM PeKOMeH/Ia-
nuu. «PoIUTeNIAM COBETY-
10T OTPaHUYNBATh JIBIDKe-

HUe JIeTell, a 3TO B KOpHe
HeIIpaBUJIBHO: 9TO IIPUBO-
JIUT K YXY/IIEHUIO COCTOSI-
HUSI,— paccKasbIBaeT
JIUPEKTOP BIaroTBOpU-
TeJIbHOTO GoHza.— A
OBIBAET, UTO BPaUuU COBe-
TYIOT MaMaM 1 I1aTlaM pac-
CTaThCsI C pebeHKOM,
OT/IaTh er0 B MHTEepHaT.
3aueM 3TO JieJIaeTcst — He
TIOHATHO. Besib 9TO yOMBa-
€Ty POJIUTeNIeN Ha/IeXKTy
Ha ITlepeMeHbI K TyJIIeMy,
KOTOPbIe BO3MOXKHBI».
Eme ogHa ripo6iema B
IUIaHe HeCOBEPIIEHHOTO
OCTeoTeHe3a, 10 CBUJIe-
TesbCTBY Enensr Melepst-
KOBOI,— OTCYTCTBUE CITe-
IIUINCTA, KOTOPBII ObI
OTBEYAT 32 9TO PeIKoe
3aboseBaHue. <Bo BceM
MMpe 32 KOCTHBIe Hapylire-
HUSI OTBEYAIOT dH/[OKPU-
HOJIOTH, ay HaC B CTpaHe
OTIIPABJISTIOT K OPTOITE-
Jam. HecoBepieHHBIN
OCTeoreHe3 He CUUTAETCS
y Hac B Poccun mpo6ire-
MO, CBSI3aHHOM ¢ 0OMe-
HOM BeIlleCTB».

«Harra 3a1a4a — BBICTPO-
UTb CUCTEMY IIOMOIIN
XPYIIKUM JIEOJISIM, UTOOBI
OHa paboTana OT poXK/e-
HUS IO CMEPTH TaKOTO
60JILHOTO, YTOOBI OH IOy~
Ya Bce HeOOXOAMMOoe
JledeHue, YTOObI C HUM
BeJIach COIUATHHO-TICUXO-
JIoryeckast pabora,
YTOOBI HATITY TTOJIOTTEY-
HbIe OBLTN CAMOCTOSITENTh-
HBIMU, TTOJTHOIIEHHBIMU
YJaCTHUKAMMY KU3HID,—
roBopuTt EneHa.

O6PpaTHTHCS 32 TOMOIIBIO IUIH COBETOM, A TAKCKe
IIOMOYb XPYIIKVIM JIETSIM MOSKHO B COITIBHOM CETH
Facebook www:facebook.com/fondosteogenesisimperfecta
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He HY)KHOY

(dboToKaMepbl — PacCKa3bIBaeT, KAK TOTOBUTD
IapJOTKY, a CTeIIeHHBIHU MOXKUJI0N AJlek-
ca"p BopucoBrY BCIIOMUHAET, KaK JIIOOUT
PBIOY, IpUYeM Pa3HyIo: OTBAPHYIO U XKape-
Hy!0. Ha Bomrpoc 0 Hestto6uMOM 6JI10/1e OH
KPUBUTI'YOBI: «<CBEKIA.

YepKHYB 3aMeTKU B GJIOKHOTHI (IJIaBHBII
penaxrop «b-Kids» pacckasa 1eTaM 0 cekpe-
Te (JIIMHHOM PYKM», CKa3aB, 4TO JIyYIlIHe TeK-
CTBI ITOJIYYAIOTCS, eCIU UX ITUCATh PYYKOH B
6JIOKHOT), KOMaH/la MIUTCA B peCTOPaH «Ms#-
cKo», e cymed VipuHa e IUTCA C «<XPYIIKU-
MU Ky PHAJIMCTAMU» PeLleIITAMU CKOOJITHKU
u MsAca Ha rpuJie. [To3xe, y)xke Ha peJIKoJLIe-
T'UY, OFIVH U3 B3POCJIBIX Ky PHAJIMCTOB 33/]aeT
BOITPOC: «A BBI 3HaeTe, UTO TAKOe CKOOIIAHKAY?
JleTy cMy1LIeHHO OTBOJAT Iv1a3a: «<HeT, HO MBI
B MHTEpPHeTe IIOCMOTPUM». U TOTZa UM pac-
CKa3bIBAIOT, YTO HA BCe HEIIOHATHBIE BOIIPO-
CBI HY’KHO II0JIYYaTh OTBETEHI, ITI0Ka 6epelrb
HUHTEePBBIO. JleTH 00eIIaoT, YTO 3aTIOMHAT 9TO
Ba)KHOe ITPaBHUJIO.

Pa6oTa kunuT. OT MHTEPBHIO OTKA3bIBaLT-
CsI TOJIBKO MEeCTHBIH «CUJIOBUK» — OXPaHHUK
caHaTopuA. OH IPU3HAETCA, UTO «GOUTCA Ka-
MepbD», XOTS BU/THO, KaK OH XO4eT PacCKa3arTh
JIeTsIM O JIIOOMMOYI eJie.

JenmafiHel y)Ke coBCeM GIM3KO. PaboTa Ku-
nut. Koppecnnongent Makcum Kasapus, Ko-
TOPBIY JIIOOUT MAIINUHBI, C TOMOIHUKAMU

«1 BUJEJIA, KAK MUMO MEHA
IIPOXOJUT MaMa C peOeHKOM U TOBOPUT:
»He cmoTpu!“ MokeT, OHU OOSTCA HaC
VI He XOTAT, YTOOBI MBI OOMKAJIHCh.

A Xo4y pacckasaTh BCeM, UYTO HAC OOATHCS

IIPOBOJIUT TECT-APAN B MHBAIUTHBIX KOJISICOK.
CpaBHUTEJIBHBIY TECT BBIABJLAET TO0OEIUTe-
JISL: CIOPTUBHYIO KOJIACKY C 6e30IIacHBIM X0-
JIOM U yJOGHBIM ITOJIIOPOM JIJISI CITHHEL

[Tpu3HaHHBINA MHTeJIIeKTya KOHCTaHTUH
JIy9KOBCKM TeM BpeMeHeM e31T I10 OKPeCT-
HOCTAM, IpOBepsAA KaueCTBO MAaHAYCOB y
KOPITyCOB U CTOJIOBBIX. Ha ero suiie noysHas
CcoCpef0TOYeHHOCTh. OH mo4Tu Kak ®paH-
KJINH [leslaHO Py3BeJibT, CUAAMINUN B KOJIA-
CKe, TOJIbKO 6€3 3HaMeHUTOTO Ilesa. Enkue
U IIPOH3UTEJIbHBIE CTPOYKU cTaThu «OX, J0-
PpOry, JOPOTW» LEeIIAIOT JaXke OIIBITHBIX XKy P-
HaJIUCTOB. «I'yT TaKHe JOPOTH, UTO Y KOJIACOK
CXOZAT C yMa IlepeIHIe KOoJleca»,— IPUBOAUT
aBTOP CTaTb MHEHHUE OFHOTO U3 OIIPOIIEeH-
HbIX. CJIeIyouiye CJI0Ba KaK OYATO B3SThI U3
MoOHoJiora Apkazus Palikuna: «f Kak-To r'y-
JISLJL 4 CJIBIIIAJL, Kak PuTa Kprdasna: ,[lomoru-
Te, mofcobuTe. U fanplne cienyeT BEIBOA:
«4T0 5TO 03HaYaeT? DTO 3HAUUT, UYTO A[MUHU-
CTPALlN¥ HY)KHO y/IeJIUTh 6O0JIbIIIe BHUMAHI
6€30I1aCHOCTY U KOMPOPTY OTABIXAIOIINX).
«BbIBOJIy HAC IPOCTOM: I0poras aIMUHUCTPaA-
1M, TOZyMakTe O JII0/ISIX C OTPAHUYeHHBIMU
BO3MOXXHOCTSIMU 3/I0POBbSI»,— IIUIIET aBTOD,
KOTOPOMY, KaK 1 OCTaJIbHBIM JIeTAM, B3POC-
JIbIe COBCEM He IIOMOTaJIU [IUCATh.

AIMUHUCTpALUA, BOpO4YeM, IpebABIA-
eT coO6CTBeHHbIe IIpeTeH3UN: «Barmu Xpynkue
JIeTH CJIOMaJIu HaM JIBePb»,— C HeTOl0BaHUEeM
TOBOPUT CTporas fama us canaropus. Ee ppa-
3a Ka)keTCsA CBOeTo pozia MeTadQopoi )KU3HU
«XPYCTaJIBHBIX» IeTell: OHU CAMHU «JIOMAIOTCSI»
JIeCATKY pa3 BIroz. M coBceM He OTYaMBaIOTCA.

B )KypHaJIUCTHKe OHU KaK prIba B Boje. Y
JleTell XOPOIIIO Pa3BUTHI He TOJIBKO PyKH, KO-
TOPBIMU OHU BPaLJAIOT KOJIeCa MHBAJIUIHBIX
KOJISICOK, HO ¥ BOOOpaskeHUe. Be1b 6OIBIITH-
CTBO M3 HUX IIeJIBIH IeHb IoMa Ha IoMalllHeM
00y4JeHUH, a C PY3bIMU TOJIBKO IT0 CKANTIY.
«KaK-TO MBI TN C JOYKOU IOTYJIATH B ITAPK,
U TaM OBLIY IeBOYKU, KOTOPBIE IIOZOILIN K
Heil. Tamapa GbLyIa TaK pajia, YTo Iaske 3aIja-
KaJla,— pacckasbiBaeT Ausia [azapsaH, Mama
TaMaps! 1 06aBisgeT: — MHOTHe POLUTEIN
MeHs He IOHUMAIOT, HO I CYaCTINBA, 4TO bor
MHe II0CJIaJI UMEHHO TAaKOT0 pe6eHKay.
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