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Beeoenue

BriepBrie TepmuH «opdanubie 0one3HN» (peakue 3a00aeBaHus, «O0IC3HN-CHPOTHI») T0-
apuiics B 1983 1. B CIIA. K penkum 3a0oneBaHUsSIM OTHOCST Jr00bIE 3a00I€BaHMsI, 3aTparu-
BalOIlle€ HE3HAUMTEbHYIO YacTh HacelleHUs. B OoJbIIMHCTBE ciiydaeB penkue 3a00IeBaHus —
9TO XpOHWYECKHe OOJIe3HH, UMEIOIIUE TSKeNoe, mporpeccupymoiiee tedenne. OHU compo-
BOXKIAIOTCSA (POPMHUPOBAHUEM JIeTEHEPATHBHBIX H3MEHEHUH B OpraHU3Me, CHIDKAIOIINX Kade-
CTBO XU3HU U €€ MPOAOHKUTEIbHOCTh, TPEOYIOIUX CIOXKHOTO U JOPOTOCTOSIIErO JICYSHUS.
EBpomneiickasgs opranuszanus no usydeHuto penkux OonesHeii EURORDIS npeanoxuna
29 ¢eBpasi, KOTOPHI ObIBaeT pa3 B 4EThIpe roja, OTMEYaTh Kak MexayHapoaHbIH JeHb pel-
kux 3a0oneBanuii (Rare Disease Day). Oduimansuo 3ToT neHb ormedaercs ¢ 2008 r. u B
3TOM TrojJly OTMeyascsi 4eTBepThlid pa3. Llenb nposenenus [Hs penkux 3aboieBaHHM 3aKITiO-
yajach B TOM, YTOOBI TOBBICUTh OCBEIOMJICHHOCTD JIFOJIeH O penkux Oose3Hsx [1].

Ilens

Ha ocHoBe nuTepaTypHBIX HCTOUYHUKOB M3YyYUTh IOJIOKEHHE JIIOJIEH, CTpaJaloluX op-
(aHHBIMH 3200JI€BaHUSAMH, U BBISIBUTH MPOOJIEMbl MaTEPUAIbHOI0, COLUAIBHOTO U IICHXOJIO0-
THYECKOI0 XapakTepa.

Mamepuan u memoowl ucciedosanusn

AHanutuyeckuil 0030p Hay4yHOW JUTEpaTyphl, MOCBALICHHOW IMpoliemMaM opQaHHBIX
3a00J1eBaHUH.

Pe3ynomamul ucciedosanus u ux oocyycoenue

HecmoTpst Ha To, uTO 1EMBIN psijt 3a00JI€BaHUM SABJIAIOTCSA PEIKUMU, JIIO/IU, CTPAJAOLIHe
opdanHBIMH 32007€BaHUAMH, TPEOYIOT HE MEHBIIEH MaTepUATbHONW WIH TCUXOJIOTHYECKOU
nomouty. JIroaM ¢ JaHHOM rpynnoi 3a0oeBaHuil TOCTaTOYHO TSXKENO, TaK KaK OHU HY»KJa-
IOTCSl B MHJIMBUAYaJIbHOM, YacTO JOPOTOCTOSAIIEM JICYEHUU U peabunuranuu. J{ias 60ibImH-
CTBa ceMell ATO HeNMoAbEeMHO a0poro. [lomMols co CTOPOHBI TOCyIapCcTBa HE BCErJja OKa3bIBa-
etcsa nocratouHoil. Takue Oenopycckue dponasl, kak ObO «benopycckuil geTckuit xocnucy,
«IIpukocHOBEeHHE K KU3HU», MeXKayHapOIHbIN OJaroTBOPUTENbHBINA (OHA MOMOIIU JETAM
«Tanc» mpocto (pU3NYEecKH HE MOTYT IOMOYb BCEM HYXJAIOUIMMcs MaTepuanbHo. U ecin
JIETSIM elle OKa3bIBAaeTCsl MOJIEPKKa, TO MOCIe TOCTHKEHUs 18 JeT yenoBek ocTaeTcs Mmpak-
TUYECKHU OJIUH Ha OJIMH CO CBOEH MpOOIEMOiA.

[Ipn noctukeHun coBepiieHHONETUSI (OHJIBI MPAKTUYECKH IMPEKpallaloT KypUpOBaTh
Jqrofiel cTpajaromux ophaHHBIMU 3a00J€BaHUAMH, OJHAKO OT TOCYAApPCTBA OHU IOJIYYaIOT
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HEKOTOPBIE JIBIOTHI: JILIOTHI B OOIIECTBEHHOM TPAHCHOPTE, MPaBo Ha 90-IPOLIEHTHYIO CKUAKY
OT CTOMMOCTH JICKapCTBEHHBIX CPEJCTB, IPAaBO Ha IIEPBOOYEPEIHOE OecIIaTHOE CaHATOPHO-
KypOpPTHOE JICYCHHE HJIM O3JIOPOBJICHHE MPH HAIMYMM MEAMLIMHCKUX TMokasanuid. Ho Bcex
9THX Mep HEJOCTAaTOYHO JUIsl TOJHOLEHHOM KU3HU.

Hexotopyto nadopmarro Ham coodu Kyparop cemeid ColanbHOro 0J1aroTBOPUTEIBHO-
ro obmecTBeHHOro oobeauHenus «I'eHom». [Tomumo nmomormu rocyznapersa, B caMux (GoHgax
OPraHu3yITCs 0JaroTBOPUTENBHBIC JHH ISl TOTO, YTOOBI BCE KETAOMIME MO TOMOYb 3THM
JIOJIM BCEMU BO3MOXHBIMHU CIIOCOOAMM: MaTepUabHO, Pa3HOOOPA3HBIMHU IIPOIOBOJIHCTBEHHbI-
MH ¥ HETIPOJIOBOJILCTBEHHBIMH TOBAPAMHU, H, YTO HEMAIIOBAXKHO, SJIEMEHTAPHBIM OOIIICHHEM.

Taxoke, HaM OBl XOTEIOCh OCBETUTH MPOOJIEMY COLIMATIBHOTO OTHOLICHUS K JIFO/IAM C peli-
KHMU 3a00JIeBaHUSIMH B 00lecTBe. MHOrMe HUKaK He MOT'YT OXapaKTepHU30BaTh CBOE OTHO-
IIEHUE K TaKUM JIIOJAM, TaK KaK HUKOIJIA HE CTAIKMBAJINCH ¢ HUMH. Hampumep, HecoBep-
HICHHBIA OCTEOTE€HE3 — 3TO 3aMEeTHOE 3a00JIeBaHMe, KTO-TO OYyAET CTaparhCs TUCTAHIUPO-
BaThCsl OT JIFO/IEH € JaHHBIM 3a00JI€BaHUEM, a JJIsl KOIO-TO 3TO BOBCE He OyJIeT HUKAKOW Ipe-
rpagoil B oOmenuu. [laTonorus sBisercs peakol, IMOCKOJIbKY 4acTOTAa BCTPEUAEMOCTH CO-
craBnsieT 1 ciydait Ha 10-20 ThIC. HOBOPOXKACHHBIX. B Pecybnuke bemapych npoxuBaioT ot
250 o 500 yenoBek ¢ TAKMM JTUArHO30M.

Nudopmanusa o peakux 3abosieBaHUSAX JOJDKHA BHEIPSTHCA B Macchl. JDTO OyneT Mo-
paJbHON MOAJIEPKKOM AJIs TeX, KTo OoJsieH, U He OyJeT MoBeprarhb B IIOK TE€X, KTO CIIy4aifHO
CTOJIKHYJICS C 3a00JIEBIIMMH IIPH KaKUX-IHOO 00CTOATENhCTBAX B 00mIecTBe. OTHOIIEHHE
OKpYXXalOMMX OyIeT TOJEPaHTHBIM, CHU3UTCS BEPOSTHOCTh HAHECEHUS IICHXOJIOTHYECKON
TPaBMBI JIFOASIM, CTPaaoLIM OphaHHBIMU 3a00JI€BaHUSIMH.

Kak MbI roBOprIIM paHee, BaKHBIMU (haKTOpaMM B JICYEHUHU M peabuIMTalUM SIBIISETCS
MIOMOIIlb COOTBETCTBYIOLIETO KBaJU(HUIIMPOBAaHHOTO Bpaya. Ho MBI cumrTaem, 4to rocynap-
CTBO JIOJDKHO 00€CIeunBaTh TAKXKE M MCHUXOJIOTHYECKYIO TOMOIIb, KOTOPAst TOMOKET JIFOIIM
C PEIKUMH MATOJIOTUSMH aJalTUPOBATHCS M COLMAIN3UpoBaThesa B obmectse. Ilpn MHOrMX
penkux 3a00JIeBaHUSX JIFOJU OTJIMYAIOTCA SICHBIM YMOM, @ 3TO 3HAYMT, YTO OHU HE JOJIKHBI
HAXOJUTHCS B U30JISIUU OT OOIIECTBA.

[Ncuxonmornyeckast HOMOIIb JI0JDKHA OKA3bIBATHCS M POUTEISIM ISl TOTO, YTOOBI OHHU ITOMO-
rajyd CBOMM JIETSIM PacTH CaMOCTOSTEIbHBIMU M TOTOBBIMH K >KU3HH, YTOOBI POJIUTENN HE 0Os-
JIMCh 3@ KKIBIA 1Iar cBoero peO&HKa, a MOTOM YK€ U B3pOCIIOro YeloBeKa. ITO MOXKET IpHUBe-
CTU K COLMAIbHON M30JSIMU U pa3iaay B obmiectse. Poqurenu 10mKHBI OBITH MOPAJIBHO CHITb-
HBIMH, YMETh CaMOCTOSITEJIbHO OKa3bIBaTh AJIEMEHTAPHYIO MOIEPKKY U MCHXOJIOTHYECKYIO T10-
MOIIb TakuM JeTsM. [To craTucTuke MHOTME M3 HUX BOCIUTBHIBAIOTCS MaTEpPSIMHU-OJMHOYKAMU B
oTcyTcTBHE OTHOB. OHAKO, OTLBI JOJDKHBI TPUHUMATh Y4acTHE B BOCIIMTAHUHM U MaTepUaIbHON
TIO/IJICPKKE CBOMX JIETEH, HECTH OTBETCTBEHHOCTBH 3a CBOI OTKa3 OT peOeHKa.

U Tonbko ceiiyac MalleHPKUMH IaKKaMU HAYHHAIOT MPOUCXOANTH M3MeHeHus. Jlroau ¢
opdaHHBIMH 3a00JI€eBaHUSMU HAaUMHAIOT HApaBHE C JIPYTMMHU paboTaTh U YUUTHCSA B pa3iuy-
HBIX 3aBE/ICHUSX, IMOCEIIaTh OOIIecTBEHHbIE MecTa. HekoTopble OTKPHIBAIOT CBOU (DOHJIBL,
KYpChI JJIsl TOrO, YTOOBI HA COOCTBEHHOM IIPUMEPE OCBEAOMUTH OOJIbIIIEe KOJIUYECTBO JIFOAEH
0 TaKuX 3a00JIEBaHMAX, JOKA3aTh, YTO OHHU SBJISIFOTCS NMOJHONPABHBIMH WICHAMHU OOIIECTBA.

Boteoow

[IpoGneMbl MaTepHaIbHOTO, COLMAIBHOTO W ICUXOJOTMYECKOIo XapakTepa y JIOAEH,
cTpajaromux opdaHHBIME OOJIE3HSIMH, CBSI3aHBI, IPEKIE BCETO, C HECIIOCOOHOCTHIO OOIIECTBA
BIIYCTHTh MX B CBOIO CPEIy M3-32 MAaJIOTO TPEACTaBICHHUS 00 dTHX 3a0oieBaHUsIX. BakHOCTH
npoOyieMbl TaKUX JIFOJIEH TOKa He J0 KOHIA oco3Haercs obmiecTBoM. [loaTomy mocteneHHoe
BHEJIpeHHE MH(POPMAIIUU O HUX B MACChl IIOMOXKET TaKUM JIFO/IIM JKUTh MOJTHOLIEHHOM KU3HBIO.
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