HeT cuctembl — eCcTb NpodOAeMbI

1N 3a4eM 3aHMMAaTbCa peakmmM 3aboneBaHmem
KOMMIEKCHO

B PoaUTEAM
AETEN C
2 H B U | HenpobaracTomom

[lepBas B Poccum opraHm3aims
rno AnarHo3y

Mpe3eHTaums opraHmsaumm, 2019 roa




ANATHOJ

HEMPOBAACTOMA - pax

CUMMMATUYECKOM HEPBHOM CUCTEMDbI

2 roAQ — CPEAHMM BO3PACT
NOCTAHOBKM AMArHO3A

350 AETENM 3060AEBAIOT B Poccum
eXXEeroAHo

20 _ 95 % BbIXXMBAIOT B 30BMCUMOCTU
OT CTAAMM M FPYMMbl PUCKD
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OCOBEHHOCTU

- CaMbIM HACTLIM PAK NEPBbLIX ABYX AET XXM3HM: BO3PACT
MNOCTAHOBKM AMATHO3A 0+, HEKOTOPbLIE OMYXOAM HOXOAST
BHYTPOUYTOOOHO

- BeAMkMU MACKMPOBLLMK: HET CNEeUMAOUYIECKMX CUMMNTOMOB, O
AMNATHOCTUKA (XPOMAETH, M PEDEHKA MOTYT
HEAEAIMUN/MECIALAMM AEYUTb OT HEPAKOBLIX OOAE3HEMN,
3AMNyCKas OCHOBHYIO (OPBU, apTpur, koamku, pacctpomcTea XKT,
OPOHXUT U T.A.)

- Hekotopble doopmbl Hb He TpebyloT Ae4veHus, HO 13-30
HECOBEPLUEHHOM AMATHOCTMKM B POCCUM TAKMX AETEM
NeEPEAEYMBAIOT, MOABEPTAA BBICOKOTOKCUYHOMY AEYEHUIO C

Cepbe3HbIMU OTAOAEHHBLIMM MOCAEACTBUAMM (NOTEPS CAYXQ,
HApyLUeHWe PABOTbl BHYTPEHHMX OPIraHOB, NOTEPS ADEPTUABHOCTU U
MHOTUE Apyrue)
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KTO Mbl

YH4ACTHUKMU
OCHOBOHMKE
reorpadcous

KAHAADbI

OKOAO 1500 yeaoBek
ceHTa0pb 2016 road
Poccusa n ctpanbl CHI

FB, VK, Instagram, Telegram

BCE HAYMHANOCh C rPyMnbl B COLCETAX:
NaLUMEeHTbl, pOAUTENM, POOCTBEHHUMKN CEMeEN,
BOJTOHTEPbI, BPpa4n, MCUXOO A

NEUROBLASTOMA HELP



HALLA MUCCINA

B nione 2018 roaQ ObIA CO3AQH
bAaarotBopmteAbHbIM ooHA DHBU

NB

Hawa Mmmnccma — noMorathb
0EeTaM C AnarHo3om
«HempobnactoMa» 1 YneHaMm
MX CeEMEN MPOUTU CITOXHbIN
NyTb OOpPbObLI C OONE3HbIO
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HALLUA TTAMATD

5 mas 2017 roaa B Bo3pacTte 3,5 AeT k\ |
OT HEMPOOAQCTOMbI YMEP
Poma lNoaee. OH CPOXAACA C
DOAE3HbBIO MOYTU BCKO CBOKO XXM3Hb.

SOHBWM CcO3AQH B MaOmatb O Pome.

S He CYUTAK BO3IMOXKHBIM 3A0ObITh M OTBEPHYTLCS OT
3TOU TEMbI, U YYBCTBYHKO XKEAQHME MOMOIQTh TEM,
KTO OKQ3QACSH B CUTYQALMMH, B KOTOPOM KOTAQ-TO BObIAG
4. Mos 6oAb 1 AKOOBb K MOEMY ChIHY OCTAHYTCS CO
MHOM HOBCETrAQ. AYMAIO, MMEHHO 3TO AQET MHE
CUA MOMOTQATb TEM, KOMY MOXKXHO MOMOYb.
McKpeHHEe XXeAarko, 4ToObl BCE AETH BbiAM 3A00O0OBBI,
M BOAbLLIE HUKOMY HE MPULLAOCH NEPEXUTb TO, YTO
NEePEXNAMN Mbl.

Mapumsa ToAeBA, MOMA POMbI, COYHpPEANTEAD
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HATPABAEHNA PABOTDHI

MbI OKQ3bIBOEM BCECTOPOHHIOK MOMOLLLD AETAM C AMATHO30OM
(HEMPOOAACTOMAON U HAEHOM UX CEMEMN .

- 30LMTA MPAB MALUMEHTOB M HAEHOB X CEMEM

- CO3AQHME OA3bl 3HAHMM NO AMATHO3Y

- MOPLUPYTU3ALUE NALMUEHTOB M3 PETMOHOB

- YAYHLLEHUNE AMATHOCTMKM

- obecrnevyeHmne AOCTYNA K NEPEAOBOMY AEYEHMIO

- PMHAHCUPOBAHUE KAMHUYECKUX MCCAEAOBOHUM

- MPOBEAEHUE BCTPEY POAUTEAEN C BEAYLLIMMU AOKTOPAMM
- MEepEeBOA MHOCTPAHHbLIX OPOLLIOP U CTATEMN

- MCUXOAOTMYECKAS U IOPUAMHECKAS MOAAEPXKKO CEMEM

- MPUBAEYEHUNE DKCMEPTOB AAL KOHCYABTALLMM

- Y4ACTME B HAYYHbIX M NALMEHTCKMX KOHADEPEHLMAX

Mbl HE MPOBOAMM COOPLI HO AEYEHME KOHKPETHbIX AETEM
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3AHEM 3TO HY XHO

-  EAMHCTBEHHasa B POCCUU POAUTEABCKOS
OPraHM3ALMSA MO AMATHO3Y (HEMPODAACTOMAY

- KOoOpAMHALMI YCUAMM POAMTEAEN U BPAYEM
Nno BCen CTpaHe

-  BHeApeHWe ycrneLwHoro onbiTa 3anaAHbIX CTPOH

- [NoMmoLLb HE OAHOMY PEDBEHKY, A BCEM Yepes
BbICTPOUBAHUE CUCTEMBI

- TAHAEM C OOHAOMU QAPECHOU MOMOLLLM: OHM
(3AECHb U CEMYACH, Mbl (HO ByAyLLee)
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HALLW TTPOEKTDI

AeveHue —71—> Pemuccus
AuarHos

Peuuaus MaaavaTus

BpoLulopa AAf poAUTEAEN
KOHdbepeHLMM AN POAUTEAEM
MHJOOPMALMOHHbBIE KOMMAHMM

Meponpuarng ang aeten
Fopavas AMHMUS

MNacnopTt naumeHTa

Peabuautaums
MapLupyTM3aLmMsg M3 PEMMOHOB
YAyuLLEHME AMATHOCTUKM
Kopobka Xpabpoctn
PedbepeHc
NccaeAoBAHMS
MNpo>xxuBaHMe

MapLupytmsams
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MapLpyTm13aLms 13 permMoHoOB
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BEPOLLUKOPA AAS pOAUTEAEN

bpollopa AAS pOAUTEAEN — MPOEKT MO M3AAHMIO MOAE3HBIX MATEPUMAAOB O
AMATHO3E "HEMPODBAACTOMA" AAT POAUTEAEMN.

LleaneBas ayAUTOpUs — CEMbUM C TOABKO YTO MOCTOBAEHHbBIMM AUATHO3AMM U
PELMAMBAMM 3ADOAEBAHMS.

[MoumepHas noTpebHocTb B roa — 500 3K3EeMMAAPOB.

KaHaAbl pacnpoCTpaHEeHuUs —
PACCHIAKO B AETCKME OHKOAOTMYECKME
KAMHMKM 1 30KA3 OHAQKWH MO
TPEeOOBAHMIO.

AKTYUABHOCTb — ONEPATUBHbIM AOCTYIM
poAMTEAEN K DA30BOU MHAOOPMALLMM
MO AMArHO3Y B YCAOBMAX CTPECCA,
KOTAQ HEOBXOAMMA KPATKAS BbI)KMMKA
COMBIX HEODXOAMMbIX CBEAEHMMN.
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KOHPEPEHUWNUN AAd poamTEAEU

BCcTtpeun poanteaem
Hb-AeTen C BeAYyLLMMM
aKcneptamm Poccumm
MO A€YEHUIO
HENPODOAAQCTOMBI

24 HOSAOPs 2017 roga
IT Kondepennus s poauTeien

" N .
‘ [lepsas BCTpeya MYAbTULEHTPOB(

N0 AMArHOCTMKE U IEYEHMIO H

9 HOsIOps 2018 roza
III Koudepentus Ajst poguTesien

NS e
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KOHPEPEHLINN AAg pOAMTEAEN

AKTYOQABHOCTb MPOEKTA:

AETU MEPBBIX AET XXM3HM HE MOTYT MOHMMATL NPOLLECC AEYEHUSI U
KOHTPOAMPOBATL CBOU OLLLYLLIEHUSA. KAKOHEBYIO POAb B YCMELLHOCTU AEYEHMUS
UIPAOT POAUTEAU. TLLLATEABHbBIM M OCO3HAHHbIM KOHTPOAb MPOLLECCA AEYEHUI CO
CTOPOHbI POAUTEAT MOXET OKA3ATbCA HE MEHEE BAXHbLIM, YEM MPABUMABHOE
NPUMEHEHUNE XMMMOMNPENAPATOB.

30AQ4YM NPOEKTA:

- AUKOE3 MO AMArHO3Y

- PA3BEHYMBAHME MMTOOB

- MONYyAIpU3ALMA PEABUAUTALIMM M KOHTPOAS
OTAOAEHHbIX MOCAEACTBUI AEYEHMS

- BbICTPAMBAHME AMAAOTA MEXAY MALMEHTAMM
M BPAYAMM

- MPEeAOCTABAEHME AKTYOABHOM M ODObEKTUBHOM
MHADOPMALMM O BO3MOXXHOCTIX POCCUMMCKOM
MEAMLIMHbBI MO AMATHO3Y (HEMPODAQCTOMAON

- CNAOYHEHUE POAMTEAEMN

NEUROBLASTOMA HELP 15



YAYHLWEHME AMATHOCTUKA

YcneLwHoOCTb AOOOro Ae4eHMs B MEPBYIO
o4YepeAb 30BMCUT OT TOYHOCTU
MOCTOBAEHHOIO AMArHO3Ad. B TO XX& BpeM4
nepevyeHb MCMNOAb3YEMbIX METOAOB HE
AOAXEH OblITb M30bITOYHbBIM M AOAXKEH
COOTBETCTBOBATb KOUTEPUAM
AOCTATOYHOCTU U TYMAHHOCTM.

B HOCTOSILLIMM MOMEHT Mbl NPOPABATLIBAEM
2 HaONPABAEHMUSA MO YAYYLLIEHUIO AMATHOCTUKM.
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YAYHLWEHME AMATHOCTUKA

YcTpaHeHue nepeboeB B NPOM3IBOACTBE AUATHOCTMHECKOrO Npenapara
C POAMOAKTUBHBIM UOAOM

Mpob6Aema:

B Mockse n CaHkT-lletedbypre npom3BOACTBO MPENAPATA C PAANMOAKTUBHbBIM
MOAOM AAS AMATHOCTUKM HEMPODAQCTOMbI EXXETOAHO OCTAOHABAMBAETCS HA b
HeAeAb

Noa-123 (123]) — 130TOM, MPUMEHIEMBIN B MEAMLMHE AA AUATHOCTUKM PAAC
3000AEBAHUM.

MCroAb3yeTcsd Npm AMArHOCTUKE HEMPOOAACTOMbI METOAOM CLMHTUTPACOUM C
npenapatom '2¥|-MIBG.

CumHturpadoms c 123-MIBG 9BASETCS 30A0TLIM CTAHAOPTOM NMPOTOKOAOB AE4YEHMS
HEMPODAAQCTOMbI M HE UMEET MOAHOLLEHHbIX AHAAOTOB.

PeweHue:

MbI MbITOAEMCH AODUTLCSH OTMEHDBI MEPEDOEB, MPOBOAS PETNYAIPHYIO KOMMAHMIO
#UOAKPYTABIUTOA.,.
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YAYHLWEHME AMATHOCTUKA

BHeApeHMe B Poccun cneumaAbHOro AHAAM3a MO4YU HA OHKOMApPKepbl

npu HeupobAaacTome
COBMECTHO C LUeHTpom um. AMutpumsa Poradesa

MpenmyuwiecTsa aHaAusa:

- HY>KHQ pa3oBas NOPLMI MOUYM (CEMHAC TOABKO CYTOYHAS), 4YTO OBOAerHaeTt cbop y
aeten O+

-  HEMHBA3UBHBLIK METOA, MOCKOAbKY HE TPEDYETCH YCTAHOBKO MOYEBOTO
KaTetepa

- TECTUPYEMbIE OHKOMAOPKEPDI BXOAIT B MEXAYHUPOAHbLIE MPOTOKOAbBI AEYEHMS
HB, npumeHsemsbie B POCCUM (CEMHAC MOYTM HE TECTUPYIOTCA M3-30 CAOXKHOCTU
CcOOPA CYTOYHOM MOYM Y MAAbILLIEN)

NMposoaunTtcsa ¢ 2018 roaa
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SCTAPETA XPABPOCTI

NEUROBLASTOMA HELP

Mbl paBoTaeM HOA
TEM, YTOObI BO BCEX
AETCKMX
OHKOAOTMYECKMX
KAMHMKOX MOSBUAMCH
Kopobku XpabpocTtu C
MOAEHBKMMM
MIPOYLLUKOMM, KOTOPbIE
OYAYT NOAYYHOTb AETU
NOCAE MPOLLEAYP.

19



MEPOMPUIATUA AAG AETEU

AETU BO BPEMSA U MOCAE AEYEHUA — ODbIYHBbIE AETH,
>KM3HEPAAOCTHbIE, BECEABIE, CMELLIHbIE U AODOKMBbIE!
AETCKMM PAK — HE MOBOA OTPAXKAQATb PEDOEHKA OT
OOLLLEHMA 1 MOAOXKMTEABHBIX DMOLLMIM, KOTAQ 3TO
BO3MOXXHO. KOK pa3 HOOBOPOT, AAR HOLLUMX AETEMN
PAAOCTb — 3TO YOCTb Tepanmu!
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KAK Bbl MOXETE NMOMO4Yb

BQHKOBCKME PEKBU3UTBI AAS MEPEUNCAEHMA MOXKEPTBOBAHMM:

HommeHosaHMe | BAATOTBOPUTEAbHbIM POHA SHBU
Homep cyeta | 40703810538000009964
OaHk noayqyarteas | NMAO CBEPBAHK
EMK | 044525225
kop. cyer | 30101810400000000225
MHH | 7703461569
OIPH | 1187700011663
KT+ 770301001
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HALLUW MMAPTHEPbI

#7 | % Childhood
—1 Cancer

> “\International ms.team

Morgan Lewis

FONDATION
OCHE-POSAY

@ FarmaMondo

HauuoHanbHoe 06u.|ec BO AETCKUX
remMaTorioroB u OHKONoroB

BCEBMECTE R :
oy waMivio MAPMRK  HOArO
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KOHTAKTDI

PoAnTEAM
AETEUN C

2 H B U | HenpobaracTomom

info@neuroblastoma.help

www.neuroblastoma.help



