AEATENIbHOCTb «®OHAA NOAAEPHKKU
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HKO «®oHg lNMoaonepxku MauneHTtckux MIHMumaTmB» Hadan ceoto gesaternbHocTb B 2014 roay
doHa peannayeT coODCTBEHHbIE NPOrpamMMbl, HanpaBfeHHble Ha COBEPLLEHCTBOBaAHME
CUCTEMbI 34paBOOXPAHEHNS U YITyYLLIEHME KOMMYHUKaLUM Mexay nauneHTamm, A

rocygapcTBeHHbIM annapaTtom U crneyuanmcTtaMmn 3apaBooXpaHeHuns. " International Alliance of
4 Patients’ Organizations

A global voice for patient.

lNMporpammbl hoHaa HanpaBreHbl Ha:

* [lounck TaxenobonbHbIX NauMeHToB C peakumm (opdpaHHbIMM) .,
N OHKOJSTOrM4YeCKNMn 3aboneBaHnsIMU i

« OkasaHue NoMoLLM NauneHTam, KOTopble HY>KAarTCs e L A e
B NOSTyYEHUU MEOULMHCKNX YCITYT, HO HE UMEKT BO3MOXHOCTU . Pl

» BHeceHune rmobanbHOro Bkraga B cdepy 3apaBooOXpaHeHus, '
4TOObI MeANUMHA cTara paBHOLOCTYMHOM AS1Sl BCEX

nauneHToB +
PoHA ABNSETCH YfieHOM MexayHapogHoro anbsHca IAPO
npeacTaBnsaoWmMn MHTEPECHI NauMeHTOB N0 BCEMY MUPY
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HALLUA KOMAHOA

HuHa benosepuesBa EneHa ApTteMbeBa PybduHa Knuwkosckan Puta XaH6ekoBa

PyxoroauTens oHaa iOpuct CneyuanucT No CE83aM Bonowtep
¢ 0BUECTREHROCTLIO



Mbl nOHMMaeMm, 4YTo
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[loaTOMYy, OCHOBHaA
Halwla 3agava:

[TomMmoub naumeHTam:

nNpaBUibHO cpopMynnMpoBaTb
cBou TpeboBaHug

«~  HaWTu NCTOYHWK PpUHaHCMPOBaHUA
N NeKapCTBEHHOro obecrneyvyeHuns

Nony4YnTb HEOOXOOAUMYIO
Ka4yeCTBEHHYI MEeOULIMHCKYIO NOMOLLb
N Mepbl peabunurauunm



OBLUMA O0OXOA4 HKO 3A roa

Bcero noctynneHun
B2021r.

3999 566p .

W [lo>kepTBOBaHUA OT

IOPUAUYECKUX JIUIL]

HquHeHOCTynﬂeHHﬂ

TOM 4YHUCJI€

BHepea/IM3alluOHHbI
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2021



BCEFO PACXO40B HKO 3A Toa

4072 538p.

[lpoekT Bropoe MHeHue o

2,353,168

[Togapku fetam

746,830

443344

AXP Ha pa3BUTHUE U YIIpABJIEHUE o

[IpoekT HelipobsiacToma

[IpoexT [IaTpoHax

| -

¢
[ 4

HpOGKT Lekarstvavsem. ru

AnpecHasi 6J1arOTBOPUTENIBHOCTh
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NMOUNCKA MEOUWLUNHCKOU MOMOLLUU " MHMLHaTHB

] < —"

LEKARSTVAVSEM.RU \‘—?

BrnaroTBopuTENbHLIN CepBUC ANIA NaLUMeHToB, KOTOpPble HE MOTYT MONyYnThb
UNn onnaTuTb HEOOXOAMMOE NeYeHne unu peabunuTauuio.

BceM naumeHTam, oopaTMBLUMMCA Ha AaHHbIW CepBUC, HALUK

crneuuanucTbl:

*  MOMOrYT Y3HaTb, MOXHO N NMONYy4YNTb NOMOLLL 3a CYeT rocyaapcTea

* MOMOryT cobpaTb HeoOXoaUMbl NakeT JOKYMEHTOB

¢ OyayT conpoBoXaaThk NauMeHTa 40 MOMEHTa Mory4YeHust HeoOXoaAMMONn
MOMOLLIN
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OLLEHKA NAUUEHTCKUX OBPALLLEHUU =

CPEAHAA CTATUCTUKA OBPALLEHUK MO HO3OAOTUAM B MEC

= 2020 ropg, = 2021 rop, E 2022 rop,
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O6pal,eHus NauUEeHTOB

Ob6Lwee YCAO NALMEHTCKMX OOPALLEHMU BO3POCAO NOYTH B 2 pasd



HALWLA OEATEJIBHOCTDb

NALMEHTOB

/ MNPOrPAMMA NOAOAOEPXKH \

/
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HAYYHAA OEATENIBHOCTb \

/ PAGOTA \

C SAKOHAOATEJIbHOU BA3OU

4 OPTAHU3ALINS
V¥ NOOOEPXKA MEPOMPUSATU
[—a)
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NoAAePHKN
(D‘ & ’H Ll nauHEﬂTtKHn

WHULMATHB
=

/ NOBbLILWEHWE YPOBHA \

OCBEOOMINEHHOCTWU HACENEHUA
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N
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B3AMMOJOEWNCTBUE
C rOCYOAPCTBEHHbBIMMU,

MYHULINNANBbHBIMW OPTAHAMMU

N HEKOMMEPYECKUMW OPIAHU3ALIUAMU
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MHPOPMALUUOHHDBIE MEPONPUATUA U NEKUUU S WHWLMATHE
b ——

Mepexon NEXaPCTEEHHOND 0OECNEYEHHA MAUWEHTOE
0T DErMMOHANBHOMND YPOBHA K 00ECneYeHMD YEpes
doHg, «Kpyr Jobpas.

dopmarsbl.

OuHble MHGOPMALMOHHbIE MEPONPUATUA 41A I —

nauueHToB rno npobnematmke (KoN-BO y4aCTHUKOB el L g

50-100yen)

Be6buHapbl 418 NaLMEHTOB C y4acTUEM 3KCMepToB
@, Pa3melleHme MHGOPMALIMOHHBIX POSIMKOB C

NeKkunamMm

OTAeNibHble NEeKLMM NO IbFOTHOMY 1€KapCTBEHHOMY

obecneyeHunto rpakaaH

OHNAWH KOH®EPEHUMUS « TEKYLLUWA CTATYC U MEPCMEKTUBDI
OMJIATbl MEOUUMHCKOW MOMOLLUM YEPE3 OMC»




CO3AAHUE NAUMUEHTCKUX BPOLLUIOP U BYK/IETOB

Bnabl maTepunanos:
Bpowtopa ana naumMeHToB 0 BO3SMOXKHOCTAX
AVArHOCTUKN U peabunmntaumm
7 BykneT namATKa «PaHHAA AMarHOCTUKa» JINCTOBKa
no NMPONrPAMME NOALEPKKN NMAUMEHTOB
\ Busntkn «Kyaa obpatutbea ?»
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CKAYATb NAMATKY
ana POOAUTENEN

oKz

4YTO TAKOE

HEMPOBJTACTOMA?

NoOAACPHKN
nayMeHTCKNX
WHULMATHB
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AOPYTUE NPOrPAMMDbI NOAAOEPKKU ;37

~

MPOrPAMMA NMOMOLLN NMALMNEHTAM

C ANATHO3OM HEMPOBTACTOMA MoncK naumeHTOB ANA
ntoo6om MPOrPAMMBbI
nonyyvyntTb BTOPOE MHEHME noaaep*XKmM NnauneHToB C
BPAYA 3KCMNEPTA BECIJIATHO MCHO/Ib30BaHMEM

MHCTPpYyMeHTOB PoHAa

BCE KOHCYNbLTALIMKW OPTAHHM3OBAHbBI NMPKW COBMECTHOM YYACTUIA
CEJEPANBHLIX LEHTPOB MOCKBbLI M CAHKT-MNMETEPBYPTA

[ns TOro, 4To NONY4UTL NOMOLLL MK
OCTABbTE 3A4BKY
NPOKOHCYNBTUPOBATLCA CO CNeuranmcTom

\_ /

8-800-250-577-1

MK N TeNShoHy Mopadei NHHUK




NaLUWEHTCKNX

. q)@Hﬂ noaaepHKn
NMPOrPAMMA NMomMmoLwin oeTsAM C JUArHO30M HEUPOBJTIACTOMA: 77 wunaus

Henpobnacroma — ogHo 13 Hanbomnee pacnpoCTpaHEHHbIX OHKONOrMYecknx 3abonesaHnmn y aeTen.
Mo cTtaTncTunke 3aboneBaeMocTb coctaBnsieT okono 10 crnydaeB Ha 1 MUNMNMOH OETCKOrO HAcCeNeHus.

B Poccum ato okorno 350 cny4vaes B rog, 90% — 910 getu 4o 5 net. Ha nepBom rogy *nU3HU 3TO caMoe YyacTas
3rioKa4yecTBeHHast onyxorib.

B pamkax MIPOMPAMMBbI 3a 2021 Haw ®OHA:

— Okasarn noMoLb B NOMy4YeHUN MHHOBALIMOHHOIO AoporocTosulero nevyexus 11 getam
— Hanucan 6onee 300 o6paweHnn B pasnnyHbie opraHbl NeKkapCTBEHHOIo obecneyeHus

Cosgan nHopmaumoHHyto nnatgopmMmy neuroblastoma.ru gna pogutenen, Yok 4eTu
cTpagaloT HenpobrnacTtomon

OpraHm3oBan OHNanH-cepBUC A719 NAUWEHTOB C LUenbio nonyvyeHns « Broporo MHeHusA»
Bpaya aKcnepTa ogHoro mns3 nyywunx degepanbHbiX LEHTPOB CTPaHbI




NaLUWEHTCKNX

NOAAEPHKH
NMPOrPAMMA NMOMOLLUU AETAM C OAMATHO3OM OKOLLUEHHA: q)@7Hﬂ MHALMATHB

Bbone3Hb [JloweHHa - peakoe reHeTn4yeckoe 3aboneBaHne, gnarHocTmpyetcs y npunonuantensHo 1 na 3500
- 4000 manb4MKOB 1 XapaKTepusyeTcs Nporpeccmpyolen Mbllle4yHOU ONCTpodomen, KOTopasa rNposiBriseTcs B
paHHeM OEeTCTBE U NPUBOAUT K HECMOCODHOCTU XOAUTb YXXe BO BTOPOM AECATUNETUN XKN3HU N B
OONbLLMHCTBE CIly4aeB — K CMEPTU BO BTOPOM — TPETLEM AECATUIIETUN XKU3HN

B pamkax MPOIMPAMMbI 3a 2021 Haw POHA:

— Okaszan nomolLpb B NOy4YeHUr MHHOBALIMOHHOIO aoporocTtosuiero nedexHms 10
aetaM ¢ anarHosom Muoaucrtpodgpua OrowweHHa;

— Hanuncan 6onee 200 o6paLueHnin B pasnnyHble opraHbl IEKAPCTBEHHOIO
obecneyeHus;

B HacTynuBwem 2022 rogy, ¢ Hallen NOMOLLLIO, YXXe 3 nauueHTa
nony4aroT Heobxoanmoe rneyeHne



OPYIME MPOrPAMMbI ®OHLA D@H [ ke
<=

3a 2021 rop paboTtbl choHAaa:

19500 raweros ¢ 6onee 100 800

K Ham obpaTtunock co scew pasnuyHbIMK 3aboneBaHnsMMU, KoTopble HyxXaarTca pasfnyHbIX
Poccum BKNtoYas AnabeT, OHKOMNOTNIO U1 MeauKaMeHTax, CpeacTs
apyrne opdaHHble 3abonesaHnd peabunutaummn n peadbunmtaumio

600 sonee D)0 90%

BrogkeTa nony4yeHo Ha NbrotHoe obecrnevyeHne

Mbl nony4ynnu nucem 3BOHKOB OHKOGOIMbHbLIM Npu noaaepxke GoHaa cpeam Hawmx
naunMeHToB

«3JTOT rog cran HENpoOCTbIM AJ14 BCEX N Mbl CTOJIKHYJTUCb C yXyALWEeHNEM YPOBHA XXN3HN B CTpaHe,

3aKpbITUEM Ha KapaHTUH MHOXECTBa yqpe»(,ueHMVl N OTMEHOM MIaHOBbIX KypCOB Jlne4eHns
Ho Mbl cMOrnn BbINOMHUTL BCE HaLUKM 06a3aTenbCTBA U NOMOYb BCEM TEM, KTO K HAM 06paTVIJ'ICS:|. »
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OPYTVE UTOMU QEATENBHOCTU ®OHOA DOH ke

3a 2021 rop paboTtbl choHAaa:

v 573

Bbuin opraHmnsoBaHbl 10 oHIanHOPraHM3oBaHO M NPOBEAEHO S KPYMbIX [MoaroToBneHbl AOKNaabl U BHECEHDI
Be6I/IHaDOB a4 nauneHToB U CTOJ10B 10 npo6ne|v|e VI1YYLLEeHUNA 3amMedaHungd, KoTopble ObIN YaCTUYHO
cneunanucToB cdepbl KadecTBa MeOULIMHCKOW MOMOLLM U VYTEHbI, K 5 3aKOHONPOEKTaMm
30paBoOXpaHeHuns peabunutaumu




WHUUKWATHE

NMPEMMYLLECTBA PABOTbI C POHOOM (D@H [] nauneierinx
(- —

P NMPO3PA4YHOCTDb
MNMpouecca paboTtbl hoHAa Ha Bcex aTtanax

% OMNEPATUBHOCTb
PaboTbl Ha ycKOpeHue gocTyna nauueHTa K Tepanum e

? PE3YNbLTATUBHOCTb
He octaHaBnuBaemcsa Ao nonyvyeHus pesynbraTta

» TUBKOCTb
B KOMMyHMKauum n QOKymeHToobopoTe

> KPEATUBHOCTb
MocToAHHLIN NOUCK dJlibTePHAaTUBHbIX peLIJeHVIVI

Y BO3MOXHOCTH
Onsa Bcex YY4aCTHUKOB NnporpamMmmbl

) COMPLIENCE
Pabota B cooTBeTCTBUM C Koaekcamu 3Tukm AIPM u EFPIA
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Mbl BepMmM, UYTO HallM COBMECTHble AeNCcTBUA
OKa3blBalOT 3HAYUTENbHbIA BKNaA B KauyecTBO WU
NPOAONXKUTENbHOCTb XWU3HU MNALUEHTOB
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fundppi@gmail.com

www.patientinitiatives.ru
www.lekarstvavsem.ru
www.nheuroblastoma.ru



http://www.patientinitiatives.ru/
http://www.lekarstvavsem.ru/

