BOJ1IbLLINE
M HEManeHbKkMe




Poccumnckas opraHmM3aumsa naumeHToB

C AXOHAPOMNAQ3VEN, APYTMMUN KOCTHBLIMY
AVICMAQ3UAMU U IX CEMEWN




YTO Takoe UHKIO3UA,
N noYemMy oHa Ba)XKHa?

B 21 Beke B CBOEM PA3BUTUN OBLLECTBO MPULLIAO K MOHUMOHUIO TOTO, YTO
AVLLIHUX AIOAEN He BbIBAET. [/l BCe Mbl CO BCEMM HALLMMM OTANYUSMU APYT
OT APYra COCTOBASEM BMECTE €AMHbBIV OPTraHN3M. KAXABIV 13 HOC LEHEH U
AOCTOUH ObITb TOKMM, KAKOM OH €CTb, HE MOACTPAMBAACH MOA CTAHAQPTbI U
OOABLUMHCTBO.

[loueMy MHKNO3UA ONA BCeX?

/AMYHOCTb YeAOBEKA POPMUPYETCH B OTBET HA COMPUKOCHOBEHME C OK-
PYXAOWMM MUPOM, U B MEPBYID OYEPEAb C APYIMMU AOABMU. Yewm
OOAbLLE Mbl B3AMMOAEWCTBYEM, 4YeM Ooradye HAw OrbIT, TeM OOoAbLUE
rpaHen NProBPETAET HALLA AMYHOCTb, TAK Mbl Y3HOEM Cebsi, PACKPbIBOEM
CBOI MHAMBUAYOABHOCTb.

KpomMme TOoro, Mvp HEenpeACKO3yeM, B HEM MOXET MPOU3ONTU BCE, YTO
YTOAHO. KOXAOMY M3 HOC BAXHO OblTb YBEPEHHBIM, YTO HU HOC, HU HALIMX
ASTEN HEe WNCKAIOYAT 13 OOLWECTBA MO KAKOMY-TO MPW3HAKY, Y4TO Obl HU
CAY4YMAOCH.



STO HOpMaJibHO,
UYTO Bac o3ajaunBaeT
BU, YenioBeka C HU3KUM POCTOM.

OTAMYMS B APYTMX BCErAQ BbI3bIBAKOT MHTEPEC, MOTOMY YTO TAK pabotaet
BOCMpUgTME YeAOBEKA. Halle CO3HAHME BCErAd LIENAAEeTCS 3a YTO-TO HOBOE,
Y AeTen MO3HOBATEAbHBIM UMHTEPEC OCOOEHHO OKTVBEH, OHW 30AQIOT
BOMPOCHI 060 BCEM HA CBETE.

OueHb BAXHO, KOK YAOBAETBOPSIETCSH €CTECTBEHHOE AODOMBLITCTBO pebeHKa,
KQKME OTBETbl OH MOAYYOET OT B3POCAOrO, KAK MPENOAHOCUTCA €My HOBbIN
OMbIT, €CTb AW Y HAC, B3POCAbIX, CBOW MPEAYDEXAESHUS 1 BHYTPEHHME
Oapbepbl, KAKOM MpPUMEepP Mbl MOACEM AETAM CBOUMM PEaKLMSMU U
MOCTYNKAMMW,

Kak npeoponetb 6apbep?

AN XKM3HU B MHKAIO3MBHOM OOLLECTBE BOXXHO
CHOPMMPOBATL Y AETEN 3A0POBOE OTHOLLIEHMNE K AKO-
ASIM C OCOBEHHOCTAMM Pa3BUTUS. M npexae Bcero —
PA3roBApMBATE OO 3TOM, OOBACHSATbE PA3AMYHbBIE

ABASHUSA, C KOTOPbIMU AETU CTOAKMBAKOTCH B XWM3HMW, qul_l_laﬂ
AEMOHCTPUPOBATL CBOMM TMPVMEPOM KOPPEKTHOE
MOBEASHUE C APYIVIMM. peaKuua



[TPUYMHBI HA3KOr O pocTa.

Cpean ANIOAEN C POCTOM HMXE CPEeAHEro OCOBEHHO BLIAEASIOTCSA Te, KTO
MMEET OHOMOABHO HU3KUMA POCT. Y MHOIMMX HU3KUN POCT COMPOBOXAQETCS
HEOObIYHBIMM MPOMOPLINAMU TEAQ — AMDO €CTb YKOPOYEHUSI PYK U HOT Mpun
HOPMOABHOM pPA3MEpPE TEAD, AMDO YKOPOYEHME TEAQ MPU HOPMOAABHOM
AAVHE PYK U HOT.

MPEUYNHA HEMPOMOPLIMOHAABHOW HU3KOPOCAOCT — STO BCErAd reHetnka. /13
MOKOAEHUA B MOKOAEHME [eHbl HOWW MNPeTeprneBaloT WM3MEHEeHUs — TaK
YeAOBeYeCcKas MOMNyAaLMs PA3BMBATLCS, OAAMTUPYTECSH K OKPYXOIOLLEMY
MUPY. Kakme-To MyTaumm He HecCyT OOABbLUOrO 3HAYEHUA AAS XU3HU U
3A0POBbS YEAOBEKA — HAMPUMEP, KOTAQ OHK OMPEAEASAIOT LBET TAQ3, KOXMU
AN BOAOC. A HEKOTOPbIE MOTYT BAVSITb HO HALLY XM3Hb O4EeHb 3HOYUTEABHO.

AXOHAPOMNAQ3MA — COAMAA  4ACTAS MPUYMHA  HEMPOMOPLUMOHOABHOW
HM3KOPOCAOCTW. Bcero oaHO CAy4OMHOS 3amMeHa OeAka HA MOAAEHBbKOM
ydyacTtke reHa FGFR3 crnocobHa caAeAdTb TAK, YTO YEAOBEK B CBOEW XWM3HW
BblpaCTET He Bblwe 130 cMm.

ToAbkO 20% AIOAEN C OXOHAPOMAQA3MEN MOAYHAIOT FEH AXOHAPOMNAQ3UM MO
HOCAEACTBY OT cCBOUX poautener. 80% AKOAEN C  AXOHAPOMAQ3MNEN
POXAQIKOTCHA B CAMbIX ODbIYHBIX CEMBSIX, B KOTOPbIX HUKOTAQ paHee He ObIAO
CAYYAEB POXAEHUS AKOAEN C HA3KUM POCTOM.

PoxaeHne pebeHka C  QAXOHAPOMAQ3MEN - 3T0 OOAbLIOA PEAKOCTb,
BEPOSATHOCTb oLeHmBaeTcsa Kak 1:40 000. Ha Hee He BAMsSieT 0Bpa3 XM3HU
POAUTEAEN, HAAMYME  UAM  OTCYTCTBME  BPEAHbIX  MPUBbIYEK  UAMU
nepeHeceHHbIe DOAE3HN,

Cumntaetcs, 4TO0 €AMHCTBEHHBI PAKTOP, KOTOPLIM MMEET 3HAYEeHME — 3TO
BO3PACT OTLIA PeBEHKA: YeM OTeL, CTapLUe, TEM BEPOSATHOCTb BbILLE .



Jlropen ¢ HU3KUM POCTOM
OYeHb N oMeHb Marno.

[lo aKCnepTHbIM OUEHKOM, B Poccum npoxmBaeT okoAo 4 000 yenoBek C
OXOHAPOMAQ3MEN, a oblee YUMCAO AAEN CO BcemMu Hopmamm
HEMPOMOPLMOHAABHBIM HU3KOPOCAOCTN — HE Bonee 5 000. Moatomy yalle
ANOAEN C HUBKMM POCTOM  MOXHO BCTPETUTb HE HA YAMLE, A HA
TEAEIKPAHE, B KMHO WAM B POA3BAEKATEAbHBIX WOy, Atoan C
OXOHAPOMAQ3MEN O4YEHb BOCTPEDOOBOHbLI KAK QKTEPLI BAAroAQpsi CBOEW
HECTAHAOQPTHOW BHELLHOCTW.

AXOHAPOMACQ3MS  WM3BECTHA C APEBHEUWVX BPEMEH, AIAM C  STUM
3000AEBAHMEM POXAOAUCH BO BCEX PACOAX M HALUMOHAABHOCTAX, BO BCE
BOEMEHA U 3Moxu. MCcTopuss 3HAET APEBHEeEerMneTckux Lapen C
OXOHAPOMAQ3MEN, MHOMME AIOAN AOCTUTOAM BBICOKOTO MOAOXEHUA B
obuecTtse 1 BbIAV 3aNeYATAEHbl HO MPOU3BEAEHUAX MCKYCCTBA.
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C Kakumu or paHn4YeHNnAMu
CTallkuBaeTcCH
HI/I3KOpOCJ'IbII7I UeJ10OBEeK.

MHOre HU3KOPOCABbIE AKOAM B POCCUM U B MUPE U CETOAHS AOKA3bIBAIOT
CBOUM MPUMEPOM, YTO MOXHO MOAHOLIEHHO XWUTb, PEAAM3OBLIBATECSH B
OBLLIECTBEHHOW, AMYHOM, MPOPECCUOHAABHON Chepax, OCODEHHOCTH
BHELUHOCTN U HU3KUM POCT. TEM HE MEHEE OYEBUAHO, YTO XUTb C HU3KUM
POCTOM B MUPE, CMPOEKTUPOBAHHOM MOA CPEAHME AHTPOMOMETPUYECKNE
MNOPAMETPbI, HE CAULLKOM YAODHO. /AIOASM C POCTOM BbILLIE CPEAHETNO TOXe
4YOCTO MPUXOAUTCS MPUCNOCADAMBATLCS.

K OCHOBHbIM OrPAHNYEHUAM MPK HN3KOPOCAOCT OTHOCHATCS:

bbiTOBbIE U PU3MONOrYeckume:

TSOKEeNO 3G6l/lpCITbCF| HJA BbICOKME CTyrneHu ObOLLECTBEHHO TPAHCMNOP-
TA, TOYAHO AOCTABATb AO KHOMOK B AUPTAX, BbIKAIOHATEAEW;

O

Tpebyerca OOAbllE BPEMEHM HA MNPEOAOAEHME PACCTOAHUN,
BO3HMKAET CUAbHAS YCTAAOCTb MPU XOAbDE;

O

MPUXOANTCS YAEAATE MHOTO BHUMOHWS 1 BODEMEHW 3A0POBBIO
HABAIOAEHWNIO 30 COCTOSIHMEM CODCTBEHHOIO OPIraHN3MA;

ObIBAET HEYAODOHO BbINOAHATb HEKOTOPLIE AENCTBUS;

OO0 O

HEeKOTOpble AIOAM C HU3KUM POCTOM U3-30 MPOBAEM C OMOPHO-
ABUTOTEAbHBIM QMMAPATOM BbIHYXAEHbI MOAB3OBATHCA MOHYOAbHbLIM
KDECAOM.,



Mcuxonoruyeckue:

(@) OPUNEHTNPYACb HA POCT, NtFOAN MOTYT BOCIPUVHUMAThL 4YeAOBeKd C
HN3KOPOCAOCTBIO MAQALLE, YHEM eCTb HO CAOMOM AEeANe. OcobeHHO
3TO KACAETCA KOANEKTMBOB B ASTCKMX COAAX NAN LLIKOAQX;

K AOASM C HU3KMM POCTOM MOTYT OOPALLIATECS HEYBOXUTEABHO, HE
() B COOTBETCTBMM CO CTATYCOM U KOHTEKCTOM CUTYaLMK, OYEHb
YOCTOE ABAEHME — «ThIKOHBE» B3POCABIM AKOASM;

O AOBOABHO YOCTO AIOAM UCTBLITHIBAKOT K ceb6e MOBLIWLEHHbIN U
HOBSA3YMBbBIM MHTEPEC, NEPEXOAALLNN B POPMbl HEYBAXUTEABHOIO,
ArpecCcmBHOro NOBEAEHWS;

O  BbICOKUIM PUCK CTATb OBBLEKTOM BYAAVHIQL.

HapaBHe co Bcemu

Hn3Kknm poCT YHEAOBEKQ HE BAUSIET HO €r0 MHTEAAEKTYOAbHBIE CMOCOOHOCTH.
BOABLLUMHCTBO AKOAEN C HU3KOPOCAOCTBIO XMBYT AOATOM MOAHOLLEHHOWM
XM3HBIO — XOAST B OObIYHbIE LLKOAbI, DAECTALLE 3AKAHYMBAOT BY3bI, AeAQtoT
KOPbEPRY, XEHATCSH 1 PACTAT AETEN, UX OBPA3 XM3HN HUYEM HE OTAMHOETCS
OT APYITUX AOAEN.

Moy 3TOM  HU3KOPOCALIE AOAM MOTYT OblTb OYEHb YSA3BMMbI  13-30
MOCTOSIHHOTO  MOBBLILEHHOTO  BHUMMAHUS K cebe, PAa3AUYHBIX  DOPM
HEKOPPEKTHOIO NMOBEAEHUS OKPYKOIKOLLIMX.



KAK OBOPUTb O HU3KOPOCTIOCTIN?

Mo>XHO nu Ha3biBaTb YenoBeKa
C HU3KM POCTOM «KapJ'II/IKOM»?

He cTtout. BMecTo aToro Aydlle BbIOpATb BoAee HENTPOAbHOE «4EAOBEK C
MOAEHBKMM  POCTOM», «4EAOBEK C  HWU3KOPOCAOCTBIO»,  «HU3KOPOCAbIN
4eAoBeK». M BOT novyemy:

CAOBO «KAPAUK» MO CYTU ABASIETCS elle OAHOW CTUrMon. OHO OKUEHTUPYET
BHAMAOHME HA PUINHECKON OCOOEHHOCTM YEAOBEKAO, 3ACAOHSS €ro Kok
AVYHOCTb.

CAOBA  «KAPAUK», «KOPAUKOBOCTE» OOAbLLE MOAXOAST AAS ODO3HAYEHVS

MOPOA XMUBOTHBIX, HEOECHBIX TEA, HO HUKOK HE AloAeN. A CaMOe Ayylle B
MNPUVHLMMNE HE NMOAYEPKMBATE PU3MYECKME OCODEHHOCTU APYIVX AKOAEN, TAK
Xe KAK 9TO HEKOPPEKTHO B OTHOLLEHUN AIOAEV C AULLHUM BECOM UAU AKOAEN
C HAPYLIEHUAMM 3PEHUA UAU CAYXA.




IleTn npoABnAloT
NoBbILLEHHOE NIOOOMNLITCTBO KO BCEMY.

HO AETM He MBICAAT CTEPEOTUNAMU, UX BOAbLIE MHTEPECYEeT, YTO YeAOoBeK
MOXET CAEAQTb, O YEero He MOXET. CroCOBEeH AV OH BOAUTb MALUMHY, KAK
XMBET B KBAPTUPE M OPraHM30BAA CBOM ObIT, €CTb AU Y HEFO AETU U CEMbS,
KOKUE Y HEro POAUTEAUN — TAKME XE HU3KOPOCABIE AKOAM VAW HET, MOYEMY Y
COMOrO YeAOBEKA HUBKUI POCT, MOXHO AU STVM 3A00AETh UAW BBIASYUTHCS U
TOK AOAEE.

BOXXHO OOBACHUTL, YTO XOTA POCT U BpocaeTcs B rAA3d, 3TO AJAEKO He
COMOE TACBHOE, YTO OMnpeAensieT YeAOBeKd, d BCEero Avb O0CODEHHOCTb
ero BHELIHOCTU. ECTb 3HOYUTEABHO DOABbLLE TOTO, YTO MOXET ODBEAVHUTL U
COANBUTL HNBKOPOCAOTO YEAOBEKA C AODBIM APYTUM.

HMN3KOPOCAbBIE AOAM YMEIKOT AEAQTh BCE TO XE CAMOE, YTO U AIOAM 0bBbI4HOro

CPEAHEro POCTA, XOTA AAS HEKOTOPbIX AEVCTBUIN MM MOXET NoTpebOoBATLCS
OOAbLLE BPEMEHM.

CTapanTtecb He MbICNUTb

p coBeT:
«A\IOAUN C HU3KMM POCTOM AOATO HE XMBYT», «OHUN HE SICATCRI) A et
CMPALLMBAIOT, MOYEM ron

MOTYT 3QHUMATLCH CMOPTOM», «He MOryT BOAMUTH OBOMOK MONOHLK 1 Crario
MALWKHY» N T.A. AAO AOXe HE B TOM, YTO 3TN U BbITASIANT, XODO6LLIVIM BAPVAHTOM
oTBETA BYAET MPUMEPHO

MHOTVE APYrMe CTepeoTUrbl OMOOYHbI. A B TOM, YTO CACAYIOLLNA: CAOA MOTYT GbiTh
O3BY4MBdTb n PACMPOCTPAHATb HeratmBHO CAMOro PA3HOro POCTA:
OT CAMOTO HU3KOTO, MEHbLLE

OKPALWUEHHBIE  YTBEPXAEHUA O  APYIMX  AKOASIX MOTDG. A MO BUIGOKOIO -
HEe3TN4YHO. BoAbLLE 2 METPOB. Y MEHS

CPeAHUN POCT, y Tebs BEICOKUI,
a 'y STOTO YEAOBEKA MAAEHBKMIN,



He 6oitTech 3apaBaTb BOMpPOCH..

Aet He  Bceraad  MOHMMAIOT, 4YTO  MOAYOAMBOE  MPUCTOAbHOE
PACCMATPUBAHNE APYTOro YHEAOBEKA BOCMPUHUMAETCH AOBOABHO rpybo. He
roBopst yxe o6 obCyXAEHVsX 3a CMMHOM. BOXHO HAyunTb A€TEN UATU HO
KOHTOKT M MOKA3ATh, KOK 9TO AEAQTb BEXAMBO.

ECAM 4YenoBeEK C HU3KMM POCTOM MPOBYAUA B BOC AOOOMBITCTBO, HE BONTECH
30A0BATb €MY BOMPOChHI, HO U He 3abbIBaMTe 06 YBAXEHUN, DTO AOAXHA ObiTh
beceaa Ha PaBHbIX, O HE AOMPOC. HOPMAABHO HE 3HATb MOAPOBHOCTU MPO
XWM3Hb C HM3KMM POCTOM. TAKTUYHBIM 1 AODPOXEAATEABHBIN MHTEPEC — 3AAOT
3A0POBOro OBLLEHKS.

Mo 3TOM HEe CTOUT BOCMPUHUMATb HA AMYHBIA CYET, ECAU Bbl HE YBUAUTE
OTBETHOTO XEAQHUsI MOOBLLATECS. He30BUCKMMO OT BEAUMYMHBI POCTA UAU
APYTVX OCODEHHOCTEN BHELIHOCTU Y BCEX HOC €CTb TeMbl, KOTOPbIE Mbl HE
rOTOBbl OOCYXAQTh (BCErAQ VAV B KOHKPETHbBIVM MOMEHT).

Hy>XHa N1 NOMOLLb YeNoBeKy
C HU3KUM POCTOM?

IHOrAQ AOASM C HUBKKMM POCTOM MOXET MOoTPebOoBATLCS MOMOLLb, HO HE
CTOMUT OKA3bIBATL ee He3 3ampoCca C UX CTOPOHbI. AOAN C HU3KOPOCAOCTHIO
CAOMOCTOSITEABbHbI, XOPOLLO MOHUMAIOT CBOW OINPAHUYEHUS U NPUCIOCOOK-
AUCb VX OBOXOAUTb. ECAV UM AENCTBUTEABHO MOHAAODUTCS, OH CaMK OBPATAT-
Cs C NpoCcbHboW.



NMOoOKa3aThb
APYroMy 4YeAOBEKY, UTO roToBbl
MOMOMD
KcnepTbl:
OAbra lNMoAetaeBa KAVHNYECKUA MNCUXOAOT, MPEACTOBUTEAL pPaboyen
rPynnbl MO MEHTAABHOMY 3A0POBLIO «EBpOMNenckoro
OBLLECTBA MYKOBUCLIMAO3Q»
AHacTtacusa CeepbuxmHa MCUXOAOT
PeAaKTOpPbI:

IOAua Hecteposa Anpektop AHO «LeHtp «HeMAAEHBKE Atoam»

IOAnga CasenbeBa XYPHOAUNCT

Tekcr:

TartbgHa WepbaTtoBa
ExarepuHa Cknba
OkcaHa AHTOHOBA
CBeTAaHa bbikoBa
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vk.com/achondroplasia_ru

t.me/achondroplasia_ru

www.achondroplasia.ru

welcome@achondropasia.ru

+7 (916) 787-46-67



