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OCHOBHHBIE HAIIPABJIEHUA IOEATEJIBHOCTU B $OHIE
B 2022 TOmY

KowmrisiekcHad nomollb alMeHTaM C

Momepauusa ofpaleHur HalueHTOB

YyacTue B OpPTaHMB3aLUVM IPOT'PAMMEL

penkuMu (opdaHHEIMM) 3a00JI€BaHUAMA o peabunmMrauuy NauMeHTOB uyepes canrte lekarstvavsem.ru,
B MOJIYYEHUM XMBHEHHO HeOOXOOUMEIX B OPOOMIIBHEIX MEIOULMHCKUX patientinitiatives.ru,
JIeKapCcTB YUYpeXxmeHnax neuroblastoma.ru, npueM 3BOHKOB IO

«Popﬂqeﬁ JIVTHWIVI>»

YyacTye B OpraHM3aluy MepONpUATHUH,
NONTOTOBKE MHOOPMALMOHHBIX
MaTepraJioB



KOMILJIEKCHAA I[IOMOIIE INAIUMEHTAM C PASJIMYHBIMA 3ABOJIEBAHUAMUA

B nosgyyeHUM XMIHEHHO HeOOXOOMMBIX JIEKaApPCTB

¢
i

KoMIOjekCHyYy® NOOOEPXKY B paMKax 3alylleHHEX [lporpamMm GoHIa nosydwmim 74
naumeHTa, 13 HUX 61 pebeHOK;

OkaB3aHO COIeMCTBME B 3akKyIlke B3a cueT OnIXeTOorR CcydObekToB P® PAS3JIMUHHX
JIEKAPCTBEHHEIX IIPErnapaTosB;

[IpyHaTO yuacTHme B 6oJjilee pBamguaTM CyneOHEBEIX IIpolleccax, B pPe3yJjibTaTe KOTOPHX BCe
TpeOoBaHMAa INalMEeHTOB OBUIM YIOBJIETBOPEHE;

HanmcaHo okoyio 350 obpamenHwur B pa3JjIMUHBIE OPTaHH I'OCYyIapCTBEHHOM BJIACTH,
MPaBOOXPaHUTEJILHEIE OPTAaHB, HEKOMMEepUecKMe OpITaHu3alluu.




OBIMM INOXOHN HKO 3BA I'OQ

Bcero
I[IOCTYIIJIEHUN
B 2022T.
103563 10 356
563p.

[lpoume nocCTyNJIEeHUS
(B TOM umcie
BHEpEeaJNIM3aLOHHEE
JOXOIHI)

Crel NpOeKTH

B [[OXepTBOBAHMA OT
6210584 OPUAONYECKUX JIMII

2022




BCEI'O PACXOOOB HKO 3A 2022 T0On

8 378 804p.

Peabunmuraumsa I[IallMeHTOB
1,148,000 ® ¢ uyxononmcaxapmmos

1,367,400

[IpoekT Ilcopmas ®

256, 000 ® Ipoexr Patientinitiatives.r

QQ'tr*

[lpoexT Lekarstvavsem.ru ® 1,579,806

199,344 HOHapKM JgeTdaM

AnpecHasd 6JIalOTBOPUTENBHOCTL O 1,140,873 P
_ l;l
L
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?‘ AXP Ha pealmMszalMio IpoI'paMMm

slal
AXP Ha pa3BUTHE U yIpPaBJIEHUE () 1,042,205 ~‘73‘
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[IPOT'PAMMEI II0 PEABMIJIMTAIIMM ITAIIMEHTOB
B I[POSPUIIBHBIX MEIVMIIVMHCKUX YUYPEXIEHUAX

13 maumeHnTaM C penkuMm 3adboJgieBaHUMAMMU U3 7
permoHoE Poccum Obljla OKa3aHa KOMIIJIEKCHAaA
peabunmuraumns

B 3 BeAgyuMx peabmMIMTAILMOHHEIX LIeHTpax CTPaHH,
BKJIIOUA S :

* KoHCyJbTaluMM CHEeLUMAJIUCTOBR pPasHEX Opoduiemn

* Kypce nOpouenyp, HalpaBJIEHHBE Ha QOU3UUECKYI
M IICUXOJIOTUUECKYI peabuimTalnio

°® I[OHOJ'II—II/ITeJ'IbeIe MEPOIIPMATVMA II0 YJIYYIIEeHMIO
COCTOAHMA TIlalMeHTOB, a TaKXe OKa3aHMe IIOMOIM
JiMiaM, OKa3BBAKIMM HEIPEPBIBHENM yXOII 3a
INaluieHTaMM




NEPUNOL - AWATHO3bIl: PEAKUE TEMATWUKA OBPALLEHMIA: NPOBEAEHWUE

01.07-31.07 (OP®AHHbDIE) 3ABOJIEBAHUA PEABUTUTALUN

B nporpamme bblna 0Ka3aHa KOMMNJIeKCHaA peabunurauua naumMeHToB

B pamKax PeabuamtaynoHHbIX LEeHTPOB, BKAIOYaA:
13 naymeHToB — 0 18 nert

3 nauymeHTa — cTapwe 18 net

.-}

leorpadua naymeHTOB:

P

1 ).
t B peabuantaymm npuHAAK yyacTne naumeHTbl — n3 8 pernoHos PO, % 6 -
/ 27% naumeHTOB M3 CBEpANOBCKOM 0b6nacTm ¢ I \ I :l

-

*  KoHcynbTaymu cneumannctoB pasHbix npodpunen
MecTo npoBeaeHua peabnantaumm naumeHToB B pamkax Mporpammbi: «  Kypcbl NpoLeayp, HanpaBaeHHbIe Ha GU3NYECKYIO U
NCUXONOTMYECKYIO peabuantaumio
e [ononHutenbHble MePONPUATUA NO YAYyYLLEHUIO
COCTOAHMA NALUNEHTOB , @ TAaKKE OKAa3aHWEe MOMOLLU
INLAM, OKa3blBaOLWMM HENPEPbIBHbIM yX0z, 33
nauneHTamm

Ons petenr — TAY3 CO «OAKBE» r. EKaTepuHbypr
MHoronpodunbHoe oTaeneHne MeguUnMHCKON peabnnmntaumm c
4 OKa3zaHMeMm Crneunanm3npoBaHHON MeaULMHCKON NOMOLLN AEeTAM
(no agpecy: Ceepanosckan 06n., BepxHenbIlWMMHCKUIA PalioH, M.
' PomaluKa, yn. NlecHas 4 3)
[ns B3pocnbix - PegepanbHoe rocyaapcTBeHHoe broarKeTHoe
yupexgeHue « HaumoHanbHbIN MeAULIMHCKUIA LEHTP
peabuantaummn u Kypoptonornn» M3 PO (no agpecy: r.Mocksa,
Hosbiit ApbaT g, 32)



noAAepHKm
NauHMeHTCKuX
MHULMATHB

[IPOTPAMMA 110 PEABMIIMTAIIMM 1JIA IIAITMEHTOB C
PEIKMMM 3SABOJIEBAHWUSIMUA :




MATEPWUAJIbl PEABUJTUTALUMN:

= PACNMCAMME
MEPONPHATHRA

NMAMATKA 019 POOUTENEN OETEN
HAMPABJ/EHHbIX HA PEABUTUTALMIO

£ WELCOME g&

NPOrPAMMA «PEABUTUTALIUA NMALMEHTOB

Aoporoit poanTens,

s
B YCNeWHOR PeabuAnTaLmm ASTER HPEIBLIATHO
by i

OT NMUa DOHAZ NOAREPHKH NALMENTCKIX 03,04 MIONSA - 16 MIONS
MHULMATHB, Mbi 3EN3OM NPOBECTY ITW AHM &
PEABUAUTALIONHOM LEHTPE C MAKCUMATIBHOM

Nonb30/i 1 KoMbOPTOM AR Bac 1 Bawiyx neten. Mol
oc

J J

MuoronpogunbHoe otaeneHme
MEAMUMHCKOR PeaBuaNTaLMK C
OKa3aHMEM CMIEUMANNINPOBAHHOM
MeAULMHCKOR NoMoLLM FAY3 CO
B 370/ namATKe Myl coBpani s Bac BC0 «OAIKE

HEOBXOINMYIO MHGOPMALMIO, KITOPAR MOKeET Caepanosckas o6n,

npuronuTca Bam & Teuenve Bceit NporpamMme: BEpXHENBILIMUHCKAIA PATIOH,
PeaBuNUTaLMM 1 NOATOTOBKE K Heft. noc Pomaluka, yn flecHasi A3

[l[porpamMMa nj4a ynoOCcTeBa NALMEHTOB [laMsaTKa O POOUTEJIeN IeTel
/I CONPOBOXIOAKIMX C ONMCAaHMEM HalpPaBJIEHHEX Ha peabuamraumio CO

[IOJIHOLIEHHOV NPOT'PaMMbl peabuamTalum U BCEN
pasBMBaIEN IPOIPAMMEL

nHOopMaL ey O MNPOXOXIEHUM
peabunmraumm

3 CMCOK AOKYMENTOB
HoTOSE MECHRCEMG e e T
crpd

T Al  [OKYMEHTLI M OBCNEROBAHMA
ANS PEBEHKA
W CONPOBOXAAIOLLETD

B3POCNOTO

CBOoOoka HEeOBXOIOMMEIX NOKYMEHTORB,

CIPaBOK U aHaAJIM30B IJd IOeTeln,

NPOXOOANMX PeabuImuTanmio U UX
CONPOBOXIANIMX .



BIJIATOTBOPUTEJIBHEM CEPBHUC IIOMCKA MEIUNIOMHCKOU (D @Hﬂ'ﬂgﬂﬂgﬂ«ﬁ: ”
HOMO]IM —~ MHNLMATHB

BﬂaI‘OTBOpMTeﬂbeII}JI cepBuC 1OJI4 InalurveHTOB, KOTOPEIE HEe MOI'YT IIOJIYYMTHb
UM OIJIATUTBL HeOoOXOoIOuMoe JIeUueHUMe.

BceM namnyeHTaM, o6paTMBUIMMCS Ha IOAHHBIN
L E KA R S I V AVS E M . R U CepBMC, HallM CHEeLMaJIMCTEH .

* [OMOT'YT Yy3HaTb, MOXHO JIM IIOJIYyUMTH I1OMOILEL
B3a cueT rocynapcTea

*  HaAUOYT OPYyT'MEe MCTOUHUKM OUMHAHCUPOBAHUS,
eCJqIM CJlydall He IIOKpPhBaeTCH
TOCYIOapCTBEHHOM MNPOI'PaMMOM

° nmoMoryT cobparTk HeOOXOIMMEl NaKeT
IOKYMEHTOB

° BymyT CONPOBOXIATE IIallMeHTa OO MOMEHTAa
[IOJIYUeHUS HeOoOXOOMMOM I1OMOIIU

Bca nomoimpb OKa3eBaeTCsda OeCIJIaTHO




CTATUCTUKA OEBPAIIEHUMA OT IIALMEHTOR

22 8-800-250-577-1

TenedoH ropayen NMHMK

MPUHATO
M o6paboTaHo
ob6palueHun

; \l\x, e

MMNCbMEeHHDbIX

:I_ O 5 2 [lpueM obOpalleHUM uYepes camTi PoHnma

obpalleHum

r '. 1 5 O BrimesieHHas Topsidyast JIMHMSI 1IJ1S KOHCYJIbETUPOBAHUS

SEEAIBHS NauMeHTOB IO BoONpocaM OuMarHocTuky mno OMC

rno ropqqeﬁ ITNHUUN



TEMATHMKM OBPAIIEHMM OT IIAIIMEHTOB

4

OPYT'OE

[IPEITIAPAT
HE 3SAPEIVTICTPVMPOBAH B Po®

2%

O

5 9 OTKA3 B IPEIOCTABIJIEHNN
O  OPUIMHAJILHOTO [IPEIAPATA

0 0%

OTKA3 B BHJIAUE WM OTCYTCTBUE
[IPEIIAPATA B HAJINYNN

O HESHAHVE KYIA OBPATUTBECA 3
1 2 6 [IOJIYUEHVE JIBT'OTHHX JIEKAPCT

1 O_ HEBHAHVME KAKOW NEPEYEHB
O JIEKAPCTB I[IOJIOXEH



APYTUE IIJIOLMAOKM $OHIOA

PATIENTINITIATIVES.RU

OSOHOE ASTENEHOCTE MPOMPAMESOHOA  HALE QFTH EOHTAKTE

NCOPUA3

L. NCOPMAS - 3TD

Z. NPHMHYMHA NATONOIAA

3. MEXAHMW3M PAZIEMTHA

&, CHMNOTOMB NATONOTAA
5 CTAOWK NCOPHASA

& JMATHOCTHEA
MATONCOIMMK

7. NEMEHME NMNCOPKMAZA

TOP 5
B nouncKoBukKe
AHAeKc

NEUROBLASTOMA.RU

TOP 1
B nouckosuke
AHpekc

OOBPO MOXXAJTOBATb HA CAUT ANA POOAUTENE
OETEN C AUATHO3OM HEUPOBJ/IACTOMA m

neuroblastoma.ru

O HeilpoGnactome v JeyeHune ~ porpamMma

%; 8-800-250-577-1
TenedoH ropayenr NIMHWK




[IPOT'PAMMA IIOMOIIM IETSIM
C IOMATHOBOM HEMPOEJIACTOMA :

B pamkax IIPOI'PAMMHE exeronHo Hawm OOHI:

50

TeTem

OkaselBaeT IIOMOUBb B IIOJIYUEHUU
VMHHOBALIMOHHOTO HOOPOTOCTOSAWETO
JledyeHusa nJjsga 0oJiee;

Hempob6isacToMa — OnmHO M3 Haubojee
PacnpoCTPaHeHHEX OHKOJIOTMUECKUX
3aboJyieBaHUM Yy meTer. IIo CTAaTUCTHUKE
3aboJIeBaeMOCTh COCTaBJgeT okoJjyio 10
clyuyaeB Ha 1 MWJIJIMOH OEeTCKOTO

HacejyeHusa. B Poccum sT0 okojyio 350
cinyuaeB B rom, 90% — sT0 metm mo 5
JeT. Ha nepBOM TOomoy XM3HM 3TO camasd
yacTasd BJIOKAUeCTBEHHAS OINYyXOJb .

1500

oOpalleHUM

[lMmeT B pasIMUHBIE OPIT'aHHI
JIEKAPCTBEHHOT'O OOeClleueHus;



I[IPOTPAMMA IIOMOIM/ OETAM
C IMATHOSOM [IOIIEHHA : renemmescKoe Sabonesate,

OIMATHOCTUPYETCSI Yy NPUOIIM3UTEJEHO
1 ms 3500 - 4000 ManbUMKOB U
XapakKTepulyeTcsd NpoTpecCcupynmen
MEIIEYHOM OUCTPpOdMUEeN, KOTOopas
NPOSBJISETCS B PaHHEM IEeTCTBE U
NPUBOOUT K HECIOCODBHOCTU XOOUTH
yXe BO BTOPOM IECATUIIETUU XUBHU U

B OOJILIIMHCTRBE CJlydaeB — K CMeEpTun
BO BTOPOM — TpeTbeEM IOEeCATUIIETUU
B pawmkax IIPOI'PAMME exeronHo Hawm OOHII: VI HI

10 200

nereun obpalle HUM

OxkaseBaeT IIOMOIL B IIOJIYyYEeHN Hanmcamn B Pa3sJIiM4YHeIEe OpPI'aHEI

VMHHOBALIMOHHOTO IOPOTOCTOSWET O JIEKAPCTBEHHOTO OOEeClIeueHUd;
JleueHUsa njsa 0OoJiee;



NH®OPMAIIMOHHBIEE MEPOIIPUATUA U JIEKIVU

7 7 MexoTpaciyieBoe ob6rmenmHeHMe Papmnpober
OHJIAMMH KOH®EPEHIVA «TEKYIIN C'E'ATYC n P P BAP@QJIOMEEBA - ((HEﬂPgBHII:CTom' ~ llepexof NIeKapCTBEHHOTO oBecrneueHus
NEPCIIEKTHMBEL OILJIATEl MEIOUIIMHCKOM IIOMOIM JIAHA . NalMEeHTOB OT PETMOHANLHOTO YPOBHS M
YEPES3 CMC» 3TO IIOUCTHUHE.... .»

obecneuennst vepes $oHp «Kpyr NoGpa»

dopMaTH:
\\.Oqﬂue MHOOPMALIMOHHEIE MEPONPUSATHUSA IOJIS MNALMEHTOB 10 NpobJjieMaTuke [laprHeps ®onna

(koym—-BO yuacTHuMkOB 50-100uei)
BeOuHapPH IJIS TALMEHTOB C YyJYaCTHEM DBKCIEPTOB
Q\. PasmenmeHre MHOOPMALIMOHHEIX POJIMKOB C JIEKLVSIMU
» OTpesibHBIE JIEKLUMM 10 JIbTOTHOMY JIEKAPCTBEHHOMY OOeCHeueHM I'PaxiIaH

MEXOTPACNEBOE OB BLEAWHEHMWE

DOAPMIMPOBEI




IJIAHE HA 2023 r (P;@,H; ==

N MPOOOMKNTL MPOrPAMMY NOAAEPXKU NALUMEHTOB
«MATPOHAX» C PEOKUMU (OPOAHHBLIMN)
3ABOJNIEBAHUAMM N OHKONOIMEN

OPFAHI/ISALI,I/IFI KPU3NCHO-COLIMANTBHOW NPOrPAMMBI
«MHO®OPMALMNOHHASA NOOAEPXKA U MAPLUPYTU3ALUA
NAUMEHTOB C OP®AHHbLIMU (TEHETUYECKUMMU)
3ABOJIEBAHUAMWU»

HAYATb NMPUMEHEHUE N YINTYHWATb
QPPEKKTUBHOCTbL C NOMOLWbIO PABOTbI C HOBbIMU
NMNATOOPMAMU B PAMKAX AKTUBHOCTEW
NOOAEPXKN MNMAUMEHTOB
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