MPOrPAMMA
Mo 3ALLUUTE NPAB NALMUEHTOB
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conpeacenartens BcepoccMmcKkoro coto3a NauneHTos,

Mpe3unaeHT Bcepoccuimckoro obuectsa remodunnm
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Cxema nob66bunposaHuAa nHTepecos

Ob6bekTbl 1066MpoBaHUS

MeTtoabl 1066mMpoBaHus Llenn nob6muposaHus

HKO nauwneHTOB COKO3HUKK? COHO3HUKK?

CeMbu NaymeHToB




Mporpamma Mo 3aLmTe Npas NaLMeHToB

O6veKTbl N066UpoBaHUA
UHTEpecos

r'ybepHaTop

3aKoHoaaTenbHoe co6paHme

3aMecTuUTeNb Mo CcoumarnbHbIM BOMPOCaMm

Annapat 'ybepHaTopa

KomuTeT 3C no 3apaBooXpaHeHNo

TY Poc3gpaBHaz3opa

Mpokypatypa

YnpaeneHue couzaluTbl

MuH3apaB pervoHa

®oHp 06513aTeNbHOr0 MEANLIMHCKOrO CTPaxoBaHKs
Crpaxosas komnaHus OMC

OTnen cneunanu3nMpoBaHHOW MOMOLLM

®apmMaums

NaBHbIM B3pOC/bIA Bpay-Creumanuct

[NaBHbIN AETCKUI Bpay-cneunanmct

06n. BonbHMUA B3poCias W AeTckas

Cnyx6bl 30paBoOXpaHeHus
Ckopas nomolwp, CMNK
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MeToAabl onpepneneHus
ueneu 3almTbl NpaB NaLMUeHTOos

= KOHpEepeHUnH
= CEMWHapbI

= aHKeTUpOBaHME

= B3aMMOJENCTBME C BPaYaMU
a P??77727
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KTo Hawu colo3HnKu?
W NaUMEHTbl U YNEHbl NX CEMEWN
W Bpayuu
W cpeCcTBa MAacCOBOUN MHPOPMALUNK
» papmPpunpmel
W JenyTaTbl 3aKOHOAATENbHOIro cobpaHma

W Apyrme obuecTBeHHbIe OpraHmn3aunum u
dOoHAbI
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MeTtoabl no66bupoBaHus
*anobbl n 0b6palleHna oT NaUunNeHToB
NMUCbMa OT LEeHTPanbHOro pykosoactea OpraHunsauunm
NMUCbMa OT PErMOHA/IbHOM OpPraHM3aumm
npecc-koHdepeHuuun, nybamkaumm u nepegaym 8 CMU
BCTPEYM C BpaYamu
npoBeAaeHUe CEMMHAPOB U KOHPepPEeHUUN, KPYINbiX CTONOB
PEe30N0UNN U PELLEHUA MEPOMNPUATUN
MCNONb30BaHWE AENCTBYIOLLErO 3aKOHOAATENbCTBA
noabop HeobxoAMMbIX aPryMmeHTOB U MHGOPMaL MM
BCTPEYU C YNHOBHUKAMM

KO/I/1eKTUBHbIE MNUCbMa U O6p8U.I,€HVIFI NnayneHToB
PPPPPPPP PP PPP7Y
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PeweHne KomuteTta no oxpaHe 340P0BbA
[ocynapcTtBeHHOM [lymbl eaepanbHOro
CobpaHuna Poccumckom depepaumu

ot 9 anpena 2009 lNpoTtokon Ne 41
«Peanunsauyma nporpammbl obecnevyeHumsa
NOPOroCTOALLLMMU NEKAPCTBEHHbIMMU
cpeactBamu 60bHbIX remoduanem»




BCEPOCCUWCKWI COLO3 )
OBLUECTBEHHbIX OB bEAWHEHWUN
MALIVEHTOB

125167, Mockea, HoBuiW 3eikoBckMid npoesn, A. 4
http:/fwrww.patients.ruf
http:/iwww.rare-diseases.ru/

Ten. (985) 644-72-38
(495) 612-38-84
open@openmed.ru

18.01.11 MIHHCTPY 3ApaBoOXPaHeHHA H
COTHATLHOTO paspHTHA PO

T.A. ['omxosoit
Yeaxaemad TarbaHa AJlekceepHa!

Beepoceuiickuii Cowos obwecTeeHHEX 00beuHeHnil naunenTor obpaaercs k Bam B
cnasn ¢ mopydenneM |Ipesmnenta Poceniickoit @enepammm J[.A. Menpenepa Munmcrepetny
3/PABOOXPAHEHI U coLMaibHOro pazeutid PO of onmimusanun elepabHOi NporpaMMeL
JIeKAPCTREHHOTO 0DecTeeHd BEICOKOIATPATHEIX HOZOOTHIT.

Hama oprasusanus [OJHOCTBIO  NOAJEPAKHBAST —3AKOHOJATE/IBHOE  SaKpEILIeHHe
JILFOTHOTO JIEKAPCTRENHOTO obecreyend 3a cHeT cpeficTh (efepansHoro O10/TKeTa rpakIaH,
CIPAIRAIOINK TIHKE/LIMH XPOHHYSCKUMY 3a00/IeBaHILIMIL, BIUIOYAS Peikue OoliesHu.

Brarofiapg peammaliiye TPOTPaMMET JIEKAPCTBEHHOTO obecreverind BLICOKOIATPATHRIX
HOZOJIOMHI BIlePEBIe HADIIOAAeTCH 3HAMUTEILHOE [IOBBULEHHE KAUeCTBA MKHIHH OOJBHBLX,
CTPATAIONIMX TaKenefimmvm sabonenarman. Teneps Mo, paree obpeverHLe Ha CTPATaHNA
I IPEKIEBPEMEHHYI CMEPTE MOIYT BeCTH AKTHEHBIL 00pds #uU3HH H IIOJIHOCTHIO
HHTETPHPOBAHE B O0TIECTRe.

K coxanenno, He Bee I10100HEe HO30I0IHH ObLIH BKIIO'EHE B IPOIPAMMY, BCISICTBHE
Yyero mMalpenTaM MpooiKaloT OTKAILIBATL B BRITHCKE KUIHEHHO BAXHEIX NeKapCTREHHLIX
CPEICTE M HMX MONIOKCHIHE SHAUHTEIBHO yXY/AINUIOCh.

[lpocsm  Bac BHecTH cleyloNmMe TMOMPARKH B JISHCTRYIONIHE W TUTAHMpYEMEIe
HOPMaTHBHEIC JOKYMCHTEL, PEry P YIOLIHE IPOTPaMMy BEICOKO3aTPATHBIX HOZ0JIOTHI:

Ne Hosonorua Heobxomimos

LI JICKAPCTBCHHOE CPEACTBO
1. | KOBeHUTBHBLT peBMaTOMOHED apTPUT Abatanent, Anaminymad

Oranepuer

Xpomiryeckuit MHETIONCHKO3 TIpH paseutin | Humotmmu®, TasatiuuG

PETHCTENTHOCTH K HMATHHHGY HITH HemepeHoCHMOCTH.

3. | MykorHcImmos c obocTpenHem xpounyeckol | Tobpanmrrwm g

b2

CHHETHOIHOI HHCKIIN JBIXaTeIBHBIX MyTell HT AT
4. | Mykonomicaxapuaos 1, 2 M 6-ro THIIOR Jlaponmaana,
Huiypeyidaza u
I'ancynmnhasa
5. | Heconepmenmmiit octeoremnes BucochonaTer
6. | MuosecTEeHHAN MUeIOMA JlenampoMu
7. | Capkoma MArKux TKaHeil Tpabexrem, Mmarimnt

o0

PesucrenTtHas QopMa IHmonaTHYeckoil (MMMyHHOI) | Darpombonar,
TPOMOOIH TOTTEHHYECKOH TTYPITYpPH PeMHILIOCTHH

Fonesxy Dabpu

Arancumasa Hera,
Arancupasa anbda

PaccedHHBIA cKIepos

Knagpubun, $UHrOMMMOT,
HaTtamisymab

ATINacTH 9eckad aHena

Hedepasupoke,
AHTHMHMbOLH TApHBIH
(aHTHMOLIHTApHBIH )

HMMYHOTTOD YIIHH

3aMeEHHTE CJI0B O «TeMOQHIHAY Ha «AedHUHT ParKTopos
CEEpTHIE BHHS KPOEHS.

TaxTop CEEPThIBAHHA
kposn VI, daxTop
CEepThIBAHMA KpoBM X,
OKTOKOT aMbda, SITaKor
anbba (AKTHEHp OB AHHEI),
AHTHMHTHEWT CpHEIT
KOATryJAHTHBEH KOMIIEKC,
darTop CEEpThIBAHHA
KPOBH VII, daxTop
cBepThlBaHHd KposH VIII ¢
T OEbIIEHHBIM
COTepaHHen darTopa
Bunnebpanpa, nporenH C
qenopeyeckii

BrIcoKo-aTpeccHBH a1 $opMa paka MOTOUHOH Heresl (¢
runepskcnpecceif no HER-2 daxropy)

TpacTysymab, Do eraKcen

Begyupie  medebHEle  YUpeKOEHMI M

CIIEIH AN CTh] WAE

obpatumch

WnH3OpaBcolipasEuTHA Pocchl ¢ NpeniowkeHneM O paclIHpeHHH Mep euHd BhICOKO3ATp aTHRIX
HO30MOTHE.

bl oueHb Hafeencd Ha MONCGKMTENEHOS pellleHHe NaHHOTO Bollpoca, MOCKONMBEY pedb
HAeT 0 cyABDAX TEICAY MAIMEHTCB, HMERO K P €ANEH VIO B CSMOKHOCTS [MONHOLIEHH O SKHTb TPH
VCNOEMM EBEJFOYEHHA MX B NPOTPAMMY JIEKapCTBEHHOrO obecleueHMT BEICOKOSATPATHBIX
HO3OMOTHEA.

A Hynee

CyBameHHeM,

Conpepcegatent Broepoconfickoro
Corosa HallHEHTOR

LB Capeprxuit

AE. Bracoe

TpunoxeHHA 06PaNeHHA 0 Gl eCTE TAIHEHTOE H MEJHIMH CKHE 3KCIEpT0E Had 9 micTas.
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Mporpamma Mo 3aLmTe Npas NaLMeHToB

B3aMMOOTHOLLEHUA C BNaCTblo U OpraHamm
3/1paBOOXpPaHeHUsn

= MJaHMPOBAHME NPOrpPamMmmbl 3aLLUTbI NpPaB
NnaLuneHTOoB.;

= MOCTOAHHOCTb ObOLIEeHUSN;
=  KOHCTPYKTUBHOCTb U APYKECTBEHHOCTb;

= ONMMnpaTbCA B CBOUX I'IpOCb6aX Ha MHEHWNE
cneunaancCrta,

= YEeTKO NOHMMAaTb KOMMNeTeHUUNIO KaXKA0ro
YAHOBHWKA,

= MNpunBJIEKATb COO3HNKOB
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Mpexae yem NPOCUTb YNHOBHMUKA
- [lomuTe Yyero Bbl XOTUTE.
- [lpoBepbTe, YTO BallM TPeboBaAHMUA NPaBUJIbHbIE.

° YcTtaHoBUTE BBaMMOﬂ,EﬁCTBME C I'IpO(I)ECCMOHaIIaMM, KOTOpblE
MOTYT BaM NOMOYb.

« Cobepute xopolune gaHHble (perncTpbl, pe3ynbTaTbl IeYEeHUA U
T.4.).
« [lpeactaBbTe TBEPAbIE apPryMeHTbl (COUMaNbHbIN, MEANULMHCKUN,

3KOHOMMUYECKUN IOPUANYECKNI, MOPAIbHBIN N STUYECKUMN,
NO/IUTUYECKUN...).

« lNoparotoBbTe «NOYBY»: BCTPEUU, NybANKALMU U T.A.

« Onpepennte COOTBETCTBYIOLLLENO YAHOBHMKA A/18 HAMPaBAEHUS
NMUCbMeEHHOro obpalleHus.




CNnACUb0O 3A BHUMAHUE
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