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MNYBJIUYHAS OPEPTA
BiaroTBopuTebHOrO (HOHIA OMOLIH JIIOAM C JHArHO30M «HelpobiacTomMar
M 4jIeHaM HX ceMel « DHOH»

Ha 3aKJII049€HHe I0roBopa OIaroTBOPUTENBHOTO TIOKEPTBOBAHHUA
O01mHe NoJI0KEeHH

Hacrosimas nyOnuunas odepra (manee — «Odpeprayn) sBISETCH NpPEUIOKEHHEM
BnarotBopuTensHoro (oHZA MOMOIUM JIIOAAM C JHArHO30M «Heiipobnactoma» H
yieHaM uX cemeit «DHOM» (manee — «MOHIY) 3AKITIOYHTE C THOObIM (U3HIECKHM HITH
JOPHIMYECKHM JIMIIOM, KTO or3oBercs Ha Odepry (manee — «bBaarorBopurenby),
JIOTOBOp TOKepTBOoBaHMA (nanee — «/loroBop») Ha YCIOBHAX, MPeNyCMOTPEHHBIX
Odeproii, Ha wuenu peanusanuu OraroTBopuTeNbHOH  mporpammel - Domza,
pErynMpyeMoil NONOKEHHEM, YTBEPKICHHBIM PEIICHHEM BBICIIETO KO/UIErHalbHOIO
oprana ynpasieHus @ouma B penakuuu ot 31.07.2023 r. [anHoe npenjioxeHHe
ABNAETCA IMyOnM4HOW OQepTO B COOTBETCTBMM C TyHKTOM 2 crathu 437
I'paxcnanckoro Koznekca Poccuiickoi ®eneparuu.

Odepra BCTymaeT B CHIY CO JHs, CIETYIOLIEro 3a JHEM pa3MEIIeHHs e€ Ha caiTe
donga B cetn Murepuer no aapecy www.neuroblastoma.help (nanee — «Cait»).

Odepra sBnsiercs GeccpovHON M ICHCTBYET 10 JHSA, CIEIYIOIEr0 3a AHEM PasMelleHHs
Ha Caiite usemenus 06 orseie Odeprsi. @onx Bnpase orossate Odepry B moboe
BpEMSL.

B Odepry MoryT ObITh BHECEHBI H3MEHEHHS M JIOTIOJHEHHUA, KOTOPBIE BCTYNAIOT B CHITY
CO JIHA, CIIAYIOLIEro 3a JHeM UX pa3melieHus Ha Caiire.

HeelcTBUTENBHOCT OHOTO WM HEeCKONbKMX ycioBuii Odeprel He BieYeT
HEZICHCTBUTEILHOCTH BCEX OCTalIbHBIX yernoBHi OdepTsi.

Mectom pasmeierus Odeprsl cunraercs ropoa Mocksa, Poccuiickas @enepanus.

Copepmaemas bnarorBopurenem gobpoBosnbHas u 0Ge3Bo3MesfHas rnepejadya B
cobctBenHocts  @DOHAAa  JEHEXKHBIX CPEACTB B pasMepe,  OIpeeNsieMoM
Brnarorsopurenem, mo0OsiM yaoOueiM s bnarotBoputens crnocobom mo [lorosopy,
3aKiIo4YaeMoMy B pesynsrate  aknenra  Hacrosmed  Odeprsl  (namee —
«IloxkepTBOBaHHE»), TIPH3HACTCS TOKEPTBOBAHHEM B COOTBETCTBHH CO cTarheii 582
I'paxpanckoro kosexca Poccuiickoit Menepaumu.

CymecTBeHHbie yeaosus /lorosopa
Cymma noxeprBoBanus: cymma [loxxeprsoBanus onpezensercs bnarorsopurenem.

Hasnauenue [loxkeprBoBaHMsA: peanusanus  OGnaroTBOPHTENBHOH  IPOrpamMMel
BnarorBopurensHoro ¢oHga NOMOMmM JIOASM C JIMarHo30M «HelipoOnactoma» H
4jieHaM UX cemel «DHOM», peryaupyeMoi NojoKEeHHEM, YTBEPKICHHLIM PEIICHHEM
BBICLIIEr0 KOJUIErHAJIbHOTO OpraHa ynpasiexus braroTeopurensHoro ¢gonga nomomuH
JOAM € JIMArHO30M «HelpobiacToMa» M wieHam HX cemel «DHOM» B peJaKkuMM OT
31.07.2023 ropa.
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3. Mopsnok 3akiodenus [lorosopa
3.1.  Jloroop 3akiouaercs iytem akuenrta Opeprs bnarotsopureneM.

32. Odepra moxer ObiTh akuentToBana brarotBopuTenem MOOBIM M3 CHEAYIOLIMX
crnocoboB:

3.2.1. myTem mepeuncienns BraroTBOpHTENeM JIGHEKHBIX CPEACTB B MoB3y DonAa
[UIATEXKHBIM TIOPYYEHHEM 110 PEKBH3HTAM, YKa3aHHBIM B pa3/eiic 7 Odeprsl, a
TAKKE C WCIOJb30BaHHEM IUIATEKHBIX TEPMHUHAJIOB, IUIACTHKOBBIX KapT,
EKTPOHHBIX TUIATEKHBIX CHCTEM M JAPYTHX CPEICTB M CHCTEM, TIO3BOJAIOMINX
BiaroTBOpHTENIO MepedrcInTh PoHLy IeHEKHBIE CPENCTBA,

3.2.2. myTeM (aKTHYECKOrO MEPEUMCICHHs WIH NMEPCIauH TOKCPTBOBAHUA B MONB3Y
DOHA ¢ NOMOLBI0 MOOUIbHOTO Tenedona nocpeacTeom SMS-coobuieHns Ha
HoMep, ykazauHbIH Ha Caiite QoH/a;

3.2.3. myTem nOMENIEHHs HATHYHBIX JEHEKHBIX CPEACTB (6aHKHOT WM MOHET) B
sk (kopoba) i cOopa MOKEPTBOBAHHH, YCTaHOBIEHHBIE DoHAOM HIIH
TPEeTHUMH JIHLIAMH OT HMEHH H B HHTepecax DoHa B 00111eCTBEHHBIX MECTaX.

3.3. Cosepmenne brarorBoputesnem J000ro u3 e CTBHIA, MPeTyCMOTPEHHBIX TTHKTOM 3.2
Odeprei, cuntaercs akuentom Ogdeprbl B COOTBETCTBHH C HACTBIO 3 crareu 438
I'paxkaanckoro koznekca Poccuiickoi deaepaiuu.

3.4. Jlaroii akuenta OdepTsl H, COOTBETCTBEHHO, JIaTOH 3aKITIOYEHHS JloroBopa sABIAETCA
JlaTa MOCTYIICHHs JICHESKHBIX CPEACTB OT bIaroTBOpUTENs Ha pacuetHsblii cuer DoHAA,
a B clydae, NpPeyCMOTPEHHOM MyHKTOM 3.2.3 — JaTa BHIEMKH YIOTHOMOYCHHBIMH
npencraputessiMi  DoHza JEHEKHBIX CPEACTB M3  SALIHKA (kopoba) s cbopa
MOYXKEPTBOBAHHH.

4. Ilean nesteabHocTu Monia
4.1. llenamu aesrensHocTH Donna u IIporpaMMel ABJIAIOTCS, B TOM HHCIIE:

4.1.1. BcecTOPOHHsS MOMOIIb, COLHAIbHAsA MOIEPKKA U 3alIHTA JIKOJIeH ¢ IMarHo30M
«HeHpobnacToMa» B  aHAMHE3€ WIH  HMHBIMH  OHKOJIOTHYCCKHMH M
reMaToJIOrHYECKMMH 3a001eBAHNAMH H YWIEHOB HX CEMEH;

4.1.2. copeiicTBME eATeNLHOCTH B cdepe OXpaHbl 370pOBBA JIHI, CTPAAAOLIMX
HeHpoGracToMOii B aHAMHE3¢ MIM  MHBIMH  OHKOJOTMYECKHMH  H
reMaToNOrMYeCKHMH 3a00/IeBaHHAMH M WICHOB HX CEMEH, YIy4lICHHE HX
MOPaJIbHO-TICHXO0JIONHYECKOTO COCTOAHHA,

4.1.3. couManbHO-TICHXONOTHYecKas peabwiutauks W abuwiaMTaums Jofed ¢
JAMArHo3oM «HeifpobnacTomMa» B aHaMHE3€ HIH HHBIMM OHKOJIOTHYECKHMH H
reMATONOTHYECKUMH 3a00/ICBAHMAMHM W WICHOB HMX CEMeH, B TOM 4HCNe
[ICMXOJIOTHYECKAs MOIEpPKKa peOeHKa ¢ OHKOJIOTHYECKHM IHarHO30M, a TaKKe
ero ponuTeneil Ha CTajMM NPOXOXKAEHWUS OONC3HEHHBIX MPOLCIYP, HA JTame
MOCTAHOBKH JIMAarHO3a, BO BPEMS JICYEHHUS U TOCIIE JICHCHHS,
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5.1.

5.2.

5.3.

6.1.

4.1.4. coneiicTBue nedaTenbHOCTH B cdepe oOpazoBaHus, HAyKH M NPOCBEIICHHA MO
BOIIPOCAM M3YYEHHS, HCCIEJOBAHHSA, JMArHOCTUKM H Da3pabOTKH HOBBIX
METOIOB  JICYEHHMs  HeHpoOnacToMbl W HMHBIX ~ OHKOJNOTHYECKHX  H
reMaToNiorTHUecKuX 3abojieBaHMii, B TOM 4YMCJIC TIOBBIIICHHE Ka4ecTBa W
paciMpeHde ~ MHCTPYMCHTOB  AMarHOCTHKH  JETAM  C  JIMar{o3oM
«HelipobracToMay, a TakKe MOBbIICHHE YPOBHS KBATH(HKAUMM BpaueH 1o
JMarHo3y «Heiipobnactoma» 1o Beei TeppuTopuy Poccriickoil Mesiepanun;

4.1.5. okazanue OecriarHOH IOPHIMYECKOH TMOMOIIH JIHOMSM € JIHATHO30M
«Heiipobnactoma» B aHaMHe3€ HIM  HHBIMH  OHKOJIOTHYECKHMH M
reMaToJIOrHUECKHMH 3a00JIeBaHMAMM M WICHOB MX CEMEH M0 BOMpOCaM
JIEUECHHUS M COLMATTBHOM MOAICPHKKH TAKHX JIULL,

4.1.6. mopsimenwe HHPOPMHPOBAHHOCTH ¥ 0OECTIEYEHHE JOCTYTIA POAUTENEH AeTeH C
JAMArHO30M «HelpobnacToma» o 3aboNeBaHNH, TOCIEACTBHAX €TI0 JICYCHHA H
COMYTCTBYIOIMX TEMAaX;

4.1.7. nossimenne uHpOPMUPOBAHHOCTH OOWIECTBA O JAHArHO3e «HeHpoOIacToMa»,
Gopsba ¢ Mu(paMH O JICYEHHH JETCKOTO paka, B TOM 4YHCIIe HelpoOnacToMsl,
NpHUBJIEUEHHE BHUMaHHe 00IecTBa K mpobiemMaM B 00IaCTH JICYCHHS JIETCKOTO
paka, B TOM 4HCJIe K HeiipobinacTome;

4.1.8. moCTHIKEHHE WHBIX IIeJieil ¥ BRINIOJTHEHHE 3a/1a4, MPEAyCMOTPEHHBIX IMPOCKTAMH
®onja, onucaHHbIMU B [TporpaMme.

O0paboTKa NepcoOHAILHBIX IaHHBIX

JUis WCTIONHEHMs Jorosopa noxeprsoBanus Doua 00padarTeiBaeT NEPCOHAILHBIC
nanssie bnarorsopurens: GaMuinio, MM, OTYECTBO, AAPEC MECTA KHUTEIILCTBA, HOMED
Tened)oHa, ampec MEKTPOHHON mnouThl, OGamkoBckue pekBu3nThI («IlepcoHanbHbIe
AAHHBIEY).

BrarotBopuTens Takke aaer cormtacke Pomny: (i) ma obpaGorky IlepcoHambHBIX
NAaHHBIX JUIA leJeil HanpaBieHHs YBeJIOMJICHMH biarorBopurento 0 NpOEKTax,
meponpusaTuax M akumsx Qompma; (i) na nepenady IlepcoHanbHBIX —AaHHBIX
cnexytomum Tpetbim muuam: MIT Tankun C.A, aapec MECTOHAXOXKICHHMS! 127543,
rMocksa, yn.Kopueituyka, 1.59A, xB.138 — nana Beaenus OyXrajirepckoro ydera
®ouna; [TAO Coepbank, agpec MectoHaxoxkaeHus: 3ybosckuii Oynssap, 13, crp. 1 -
IS OCYILIECTBIICHHS PacY€eTOB.

Coracue bBiarorBoputens Ha o0pabotky IlepcoHasbHBIX JaHHBIX MOXET OBITH
oTo3BaHo biarorsoputeneM B Jiio0oe BpeMs ITyTeM HarpasieHus QOHIy MHCbMEHHOTO
YBEIOMIICHHS, HE MeHee 4eM 3a 5 (mATh) paboumx [Heid 10 mpearnonaraeMoi AaTel
OT3bIBA TAKOTO COITIACHS, MO /IPECy MEKTPOHHOM nouthl: info@neuroblastoma.help.

IIpoune ycioBus

CoBepmas neficTeus, mpexycMorpenHsie nanHoi  Odeproii, bnarorBoputens
TIOATBEP/KIALT, YTO O3HAKOMIIEH € YCITIOBHAMH M TeKCTOM HacTosiei OdepTs, uensiMu
nestensHoctH  @onpa M IlonokenueM o  OnaroTBOpHTENBHON — IporpaMmme
BiaroTBOpHTEIBHOTO (JOHZA MOMOIM JIOAAM C AMArHO30M «HeipobnacToMa» H
yieHaM ux cemeii «Ou6u» B pegakuun ot 31.07.2023 roza, oco3HaeT 3HaUYCHHE CBOMX
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JIEHCTBHI, HMEEeT TOJIHOE MPaBO Ha HX COBEPIIEHHE H MOJHOCTBIO IPUHUMAET YCIIOBHS
Hacrosiuei OdepTsl.

6.2. Hacrosimas Odepra peryampyercs U TOIKYETCS B COOTBETCTBHH C 3aKOHO/IATEILCTBOM
Poccuiickoit Penepaunn.

6.3. bnarotBopHTENb, MPH HANWYMH JTHO00r0 M3 CHEAYIOIHMX OOCTOATENBLCTB, 00A3yeTcs
yBeZOMHTE 00 3ToM POH NOCPEACTBOM HANpaBieHUs NMUcbMa B cBoOOIHOM Gopme Ha
aNeKTpOHHLIN ajpec info@neuroblastoma.help:

® Ui pU3MYECKHX JHILL: HE ABIAETCA rpaxJaHuHOM PO,

JUIA FOPUANYECKHUX JIMILL: 3aPETHCTPHPOBAHO He Ha TeppuTopnn PO,

® Ui IOPHAMYECKHX JIMI[ MONy4YaeT ACHEXKHbIE CPEICTBA HIIM HHOE HMYIIECTBO H3-3a
pybexka, OT WHOCTPaHHBIX TOCYAAapcTB, HX TOCYIapCTBEHHBIX  OpraHoB,
MEX/IYHAPOIHLIX M HHOCTPAHHBIX OpPraHH3alMi, WHOCTPAHHBIX TPaXKAaH, jJul Oe3
rpaJIaHCTBa THOO YIOTHOMOYEHHBIX HMH JIHIL.

[ ]

7. Ceenenns 0 ®onse u peksu3nThbl Donja

[MonHoe HamMeHOBaHMe: bnaroTBOpUTENbHBIH (GOHA MOMOLM JIOASIM C  JIHATHO30M
«HeHpoOnacToMa» U WieHaM HX ceMeil « DHOm».

Cokpamennoe HauMeHoBanue: biuarorsopurensusiii @ong JHOu.
123557, nMocksa, b. TummHcknii nep., 1.26, kopi. 13-14, a1.1, nom.XII, xomn.2, opuc 1

WHH/KIIII: 7703461569/ 770301001

OI'PH: 1187700011663

OKIIO: 31539589

OKATO: 45286575000

OKTMO: 45380000000

Pacuérnbiii cuér: 40703810538000009964
Koppecnonaenrckuit cuér: 30101810400000000225
BUK 6anka: 044525225

baunk: [IAO CBEPBAHK
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