BCEPOCCUUCKOE OBLLECTBO" OPPAHHbIX 3ABOAEBAHUM

ObLepoccumnckas
oOLlecTBEHHAs opraHn3auuns
"Bcepoccumnckoe obLLecTtBo
peaknx (opdaHHbIX)
zabonesaHun” (BOO3I).






ManeHbkoe 1 bonbLuoe

O4eHb Mano nauneHToB C onpeaerneHHbIM 3aboneBaHNEM
HWYTOXHO Mano Bpayen, 3HaLLMX PeaKYH NaTonoruto

HepocTtaTo4yHo LEHTPOB, KOTOpPbIE 3adHNMMAaKOTCA KaK
ANarHOCTUKOUn, Tak " nie4eHnem

[ToyTn HEeT nuTepaTypbl HA PYCCKOM £A3blKe NPO OTAENbHbIE
bonesHu (Kkak ans creumannucToB, Tak U Ans NauneHToB)

O4eHb Mano npenapaTtoB Ans fIe4eHnsa peakmnx 6onesHewn

Upes3Bbl4anHoe pasHoobpasne KIMMHUYECKUX NOABEHUN peaKuX
boresHen

O4eHb MHOIo pasHbIX 3aborneBaHum

A oyeHb Oosbluas CTOMMOCTbL JIEYEHMA OOHOro naumeHta (B
OOnNbLUMHCTBE Cry4YaeB)



[lanekoe n brninskoe

[lanekoe

Bce 6onbHblE C pegknmm 6one3HAMU OOMKHbI
nony4aTtb HEOOXOANMYIO MOMOLLb

bnun3koe

3akoHoaaTenbHO YTBEPXKAEHO onpeaeneHne
peakoro 3abosrieBaHus

OnpepgeneHbl 0643aHHOCTN dbeaeparibHOro n
pernoHarnbHOro cektopa B cpepe okasaHus nomMoLLm
BornbHbLIM C peakumm 3aborieBaHUSAMU

[TaumeHTbl ¢ HekoTopbiMKn P3 obecneyeHbl
OOPOroCToALLMMMN NEKAPCTBEHHBIMUY NMpenaparamMmu
Nno nporpamme 7/ HO30510TnK

[lepeveHb peakux bonesHem onybnmMkoBaH Ha canTe
M3 PO



[lpocTOoe n cnoxHoe

OT nonyyeHnss WMHBaANUWOHOW KOSMACKM -O0
3aKynKn OOPOrocTosiLLero npenapara

OT MopanbHOW noadepPXKn— OO0 TOYHOU
ANarHoCTUKU

OTr peabunutaumm — OO  CINOXHOW
onepaunm

OT nucbma nogdepXXkn - Ao cyaebHoro
ncka

OT nomoLin ogHOMY NaUMEHTY — A0 3aKOHa
Ons Bcex



05 Hos1bpsa 2011 r. B . Camapa cocTtosinach
yupeagutenbHaa KoHgepeHUns
ObLwepoccumnckon obLecTBeHHOM
opraHunsauumn «Bcepoccunnckoe ooLLeCcTBO
peaknx (opdaHHbIX ) 3aboneBaHnny.




«Bcepoccumnckoe obLecTBo
opdraHHbIX 3aboneBaHUn»

45 pernoHos, 142 yuypeautens

[Mpencenatens — 3axaposa E.HO.
3am.npeacenarens — Tepexosa M.[.
VicnonHutenbHbIn anpekTop — MacHukosa W.B.



Lienn OpraHunsauuu:

CoOencTBMe KOHconMuaauum naunmeHToB C  peakumum
3aboneBaHNAMMU;

coOgenucteme B 3alluTe npaB U 3aKOHHbIX WMHTEPECOB
NaUuueHToB C peakumm 3aboneBaHUsIMWU, OKasaHMEe UM
npaBoBOW, W MOpPasibHO-MCMXOMNOrM4YeCKou N VHOW
NoAaeP>KKH;

cogencTtenMe B YCTAHOBMEHHOM  3aKOHOM  Mnopsake
MEONLNHCKOU 1 coumarnbHOn peabnnutaumm nauneHToB C
pegkumMn 3aboneBaHnAMU, YKpenneHme nx unusndeckoro u
NCUXONOrM4YeCcKoro brnaronony4us, nogaepxaHus
BbICOKOIO Ka4ecTBa UX XXN3HU;

codencTeve npedocTaBrieHU0 naunmeHTam C  peakmmu
3aboneBaHnaAMM paBHbIX C ApPYyrMMW  rpakgaHamu
BO3MOXHOCTEW Yy4yaCTUs BO BCex cdepax KU3HU
obLwlecTBa;



3aKkoHOOaTenbCTBO

PaBHbIV OOCTyn K  JIleKapCTBEHHOMY
obecneyeHUo AOngd nauneHToB C J1HoObIM
3aboneBaHuem

PaBHbIN OOCTYN K MeOQULMHCKOW MOMOLLUM Angd
nauMeHToB C NobbiM 3aborneBaHNEM

PaBHble BO3MOXHOCTU Yy4yacTusi BO BCEX
cdoepax XKu3HM obllecTtBa NaAUMEHTOB C
nobIM 3aboneBaHneM



Ba)kHble nfiaHbl HAa onmxaunwne
OHU

PaboTa Hag nepevyHeEM peakmx
bonesHen

YyacTue B co3gaHunm PermcTpoB Mno
peakum 3aboneBaHUAM

[MocunbHag noMoLlb B co3gaHuu

NPOTOKOSIOB 1 CTaHOAPTOB NO PeaKNUM
0O1e3HaAM



PaboTa B permoHax




PaboTa B permoHax

CoBpeMeHHast MeauLMHCKas v
coumanbHas NOMOLLb ONA KaXXaoro
naymeHTa u cembu B NtoboM pernoHe



Ba)kHble nfiaHbl HAa onmxaunwne
OHU
ObbegnHeHne naumeHToB c P3 B

permoHax

Cucrtemartusaumna npoodrem P3 B
permoHax

KOJibl ANl nauymMeHToB B PErmoHax
KOJibl A5 9KCNepToB B PErmMoHax




Hay4yHble nccnegoBaHus
peakmnx bonesHen




Hay4Hble nccrnegoBaHus

[logoepxka Hay4dHbIX MccnegoBaHUM MO
P3 B P® 1 3a pybexom:

- U3y4yeHune annaemMmonormm
-U3y4YeHune naToreHesa

-MHHOBALMOHHbIE pa3paboTkm B obnactu
OVNArHOCTUKU N NeYeHUs



MHopMaLuns o pegkux

bonesHax
™ N .« \ Q? _f.x .




MHopMaLuns o pegkux
bonesHsax

[oCcTynHOCTbL
KayecTBo
[TOCTOSHCTBO



MHopMaLMOHHbIE CaUThI

MOMCK....
Y7o HeobxoauMo ANS yAYYIEHHS. ..

CoTHu peakux 3aboneBaHWii yKe MOXHO AMErHOCTMPOBATb PasnMuHbIMM METOAaMW aHanusa Ouonorwdeckux obpasuos

(BrOXMMMHECKIMIM, MMMYHONOTMHECKIMM, LIATOM EHETUHECKMMU, MONEKYNAPHOTEHETUYECKMMA 1 AP.

Penkne 60ne3Hn 'leKapCiBa KJTMHUKN [ANarHOCInKa HayUHas 0433 DOpyM

nasHas -2

PEZIKME GONE3HK

Moa «peaxknMu» noApasyMeBaloT 3aboneBaHna, KOTOPbie BCTPEUATCA Y HeBOALWOro YMCNa /Aei OTHOCUTeNBHO
obuweit YNCNeHHOCTH HaceneHus. B EBpone K peakuM OTHOCAT 2ab0/1eBaHnsA, MMelole PacnpoCTpaHeHHoCTE 1:2000 1 pexe.
0paHaKo 3Ty undpy MOXHO CUNTaTh YCIOBHOM, TaK Kak ANA PazHbiX 33601eBaHMIT OHa MOXXET MEHATLCA CO BPeMeHeM B CBAZN C
NOSENEHWEM HOBbIX A3HHBLIX WAW B 33BMCMMOCTM OT reorpadMyeckoro nojoXeHus M COCTaea nonynsuuu. Hanpumep, CNWA
CYMTANCA KpaiiHe peakuM zaboneeaHueM, MOTOM OH CTaj PeakwuM, a Tenepb B HEeKOTOPbIX NOMynAuusx 310 zaboneeaue
MOXXHO OTHeCTM K YaCTo BCTPeYanWMMCA. HeKoTopLle reHeTHYeckue MM BupycHele 3ab0NnesaHus MOryT PeaKo BCTPeYaTLCs B
0ZHOM pervoHe W 4acto — B ApyroM. Hanpumep, npokaza — uyactoe zabonesaHue B LeHTpanbHOW Adpuke W pegkoe - B
EBpone. Tanaccemws peako BCTpeuaeTcs B CeBepHoil EBponme, HO pacnpocTpaHeHa B CPeauzeMHOMOPCKMX CTPaHaX.
Mepuoauyeckan 601e3Hb, PeaKas BO MHOTWUX CTPaHaX, YaCTo BCTPeY3ETCH B ApMEeHuN.

CkonbKo peakmnx 3abonesanmit cyujecreyer?

Pegkve 3300M1€BaHNA WCYMCNAKTCA ThHICAYaMM. Ha cerogHa onucaHo oT 6000 go 7000 23bonesaHwii, Npu 3TOM KKAYK
Hedenw B MeauUMHCKOW NMTepaType ONWCHLIBAETCA B CcpegHeM 5 Hoebix 2abonesanmid. Obwee uncno GonezHel 2aBUCUT OT
TOrO, 4YTO MOAPAZYMEB3OT Nog TeMm WAM WHbiM zaboneeanueM. OnpepeneHve 3300NeBaHWA 23BUCUT OT TOYHOCTH
KJIMHWYECKOro ONMCaHWSA, MEKIWMXCA A3HHLIX 06 ero 3TMONOrMK U NPUHATON Knaccudukaumn. HanpuMep, rpynny pazanuyHbixX
33boneeannii, 0bbeAMHEHHBIX NOA OAHWM H3ZB3HMEM B CBA3WM C HanuyueM 0OWMX NPUZHIKOB, MOXHO CYMT3Th KaK OAHY, 3
MOXKHO — KaK HECKONLKO OTAENLHbIX HO30M0rMYeckux Gop.

KakoBbi npnunHbl peaknx 3abonesannii?

K peakuM OTHOCATCA NpakTUYeckue Bce reHetuuyeckne zaboneeanns. OgHako cpeau peakux zaboneeanuii ecte zaboneeanns
MHGDEKUMOHHOrO, 3YTOMMMYHHOTO MM TOKCMUYECKOTO MPOMCXOXAGHWA. B LEnoM, NpuunHbl BOZHUKHOBEHMS BONbWMHCTER
peakunx 2a001eBaHNI Ha CEroAHAWHNI AeHb OCTAKTCA HeWZBECTHSI.

Yro xapaktepuzyet pefkne 3abonesanna?

BONBLWWHCTEO peakux zab0NeeaHuii ABNAITCA TSXKENbIMM XPOHMYECKUMM 3300/1eBaHMSMM, MHOMMEe COMPOBOXARNOTCH
JKUZHEYrPOXAIOWMMK NPOABAEHUAMK. CUMITOMBI MOTYT BbiTh OYEBMAHBI C POXAEHUA WAW NPOSENATLCA B AGTCKOM BO3paCTe.
B 1o xe Bpema Oonee 50% peakux 3300neBaHWi NPOSBNRIOTCA yXXe BO B3POCAOM Bo3pacTe. [Ans BONLWMHCTE3 peakux
zabonesanuii He cywecteyetT 3GdEKTUBHOTO NeYeHWs, 0AHAKO CYWeCTEYIOT MeTOofsl, MOZBONAKWME YIYYWHTh KaYecTBo W
NPOAOMKNTENEHOCTL JXKUSHM N3LMEHTOB.

SHuwKnoneans sabonesaHuit




[Tybnnkauyunm

N3naHmne Opolutop rno oTAernbHbIM PEOKUM
bone3HsaM ans naymeHToB 1 Bpaden

[TomMmoLLb B U3gaHum crnpaBoYHbIX MOCOOUH,
MOHorpadumn, y4ebHbIX NOCOOUN NO peaKkum
bone3Ham

[Tybnukaumm matepuanoB 0 peakux 60onesHsx
B CMU

3goaHne nepuognyeckoro XXypHana
NOCBSILLIEHHOro peaknMm 6onesHaAMm



MeponpuaTtus

29 deBpana 2012 — «pegknn aeHb Ans peakmx
nrogen»

Anpenb-man 2012 — Poccumnckaa KoHdpepeHuuns
Nno peakmm 3aboneBaHUsAM

CekUMM WM  Kpyrnble CTOMbl B  paMKax
3aniaHNpPOBaHHbIX MEPONPUATUN

KOJibl Ald nauyneHToB B PErmoHax
KOJ1bl A1 SKCNEepTOB B PEIrmoOHax




AJpecHasa NoOMOLLb




AdpecHasa NoOMOLLb

[ToMOLLb KOHKPETHbLIM MaLUeEHTaM
[lcnxonormnyeckasi nogaepxka

ObbeanHeHne ceMeN ¢ pasHbIMU
3aboneBaHNIMU



B3anmoaencteume ¢ gpyrumu
o0LecTBEHHbIMU 0ObeaANHEHNAMMU

Cpean nauueHtToB C  «4YacTbIMU»
3aboneBaHNsIMMU MOryT ObITb OYEHb
peakue bonesHu

B P® yxe cywecrtsyer 6onee 20
OOLLIECTBEHHbIX OpraHu3auumn, KoTopble
nomMorarT naumeHtam c P3

Hawa opraHnsaunsa ogHa 13 HUX...

Tonbko 00beOuHEeHMe Halux Yycunum
npueedeT K ycnexy!



MexagyHapoaHoe
COTPYAHUNYECTBO

EURORDIS
Orphanet

OTaenbHble NPOEKTHI:
EUROPLAN
EPIRARE






