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INYBJINYHAS ODPEPTA
briarorBopuTebHOTO GhOHIA MOMOLIH JTHOISM C THArCHO30M «HEipoOacToMa
U WieHaM UX ceMeH « DHOu»

Ha 3aKJIIOYEHUE J10r0BOpa 0J1aroTBOPUTEIBHOIO MOKEPTBOBAHHS
OO01Me MoI0KeHUus

Hactosmas nybnuunas odepra (manmee — «Odeprar) sBISETCS NPEIIOKEHHEM
BrnarorsopuTenbHOro (hoHAa MOMOLIH JIFOIAM C AHaArHO30M «HEHpOOIacTOMa» M 4ieHaM UX
cemeil «DHOM» (nanee — «POHI») 3aKIHOUUTH C JTOOBIM (QU3HYSCKUM HIH FOPUIAYECKUM
JHLOM, KTO oT30BeTcst Ha Odepty (nanee — «baarorBopuresb»), J0roBOp MOKEPTBOBAHHS
(manee — «JloroBop») Ha YCIOBHSAX, HPEIyCMOTpPEeHHBIX OdepToil, Ha LEJU peaTnu3aluu
OnaroTBopuTeNbHONH mHporpamMmbl DoHAA, peryaupyeMoi MOJ0KEHHEM, YTBEPKIACHHBIM
PEUIEHHEM BBICHIErO KOJUIETHAIILHOrO opraHa ynpasiaeHuss @DoHaa B peaakuuud OT
09.10.2020 r. JlanHoe mnpeayokeHHe sBIseTCS MyOnn4YHOW OdepToil B COOTBETCTBHH C
nmyHKTOM 2 ctatbu 437 I'paxnanckoro Koxekca Poccuiickon ®enepanun.

Odepra BcTynmaer B Cuily O JIHs, CICAYIOLICTO 3a JHEM pa3MeleHus ee Ha caiite PoHaa B
cetu MutepHer no agpecy www.neuroblastoma.help (nanee — «Caiy).

Odepra sBasercss 6eccpouHOil U ASHCTBYET A0 JHS, CICAYIOUIETO 3a JHEM Pa3MELICHHUs Ha
Caiite usBeuienus 06 oreiBe Odeprol. DoHa Brpase oto3Bath Odepry B 11000€ BpeMms.

B Odepty Moryr ObITh BHECEHBI U3MCHCHHUS U [IOMOJHCHHS, KOTOPBHIC BCTYIAKT B CHIIY CO
JIHS, CIIEAYIOUIETO 3a THEM UX pa3MmelieHus Ha CaiTe.

HenelncTBUTENBHOCTE  OJHOTO WM HECKOMbKUX  ycrnoBuid  OdepTsl  He  Bieyer
HEJIEHCTBUTENBHOCTH BCEX OCTATBHBIX ycI0BUH OdepTsl.

MectoM pasmerienus Ogeptsl cuntaetcst ropoa MockBa, Poccuiickas ®eneparus.

Cosepmaemass  briarorBoputeniem  100poBojbHass W 0e3BO3Me3jHas  repeaada B
cobcTBeHHOCT, DOHIA IEHEKHBIX CPEACTB B pa3Mepe, ompenaenseMoM biarotBopureseM,
mo0bIM  ynoOHBIM A brarotBoputenst cnocobom 1o [loroBopy, 3akiiodaeMoMy B
pesynprate akuenta Hactosied Odeprtol (nanee — «IloxepTBOBaHUE»), NpPU3HAETCS
[IO’KEPTBOBAHMEM B COOTBETCTBUM CO cTaThed 582 ['paxkaaHckoro koaekca Poccuiickoi
Denepauui.

CyuecTBeHHbIe ycoBHs [loroBopa
Cymma noxepTBoBanus: cymma [loxkepTBoBanus onpeessercs biaroTBopuresnem.

Ha3nauenue [loxepTBOBaHMS: peanu3anus 0J1IarOTBOPUTENIBHOM IPOTrpaMMbl
BiarorBoputenbHOro GoHa NOMOLIM JTIOASIM ¢ IMarHO30M «HEHpOOIacTOMa» U WICHaM HX
ceMeil «DHOM», peryIupyeMoil MOJO0KEHHEM, YTBEP)KIACHHBIM pPELIEHHEM BBICILETO
KOJIJIETHAJILHOTO OpraHa ympasieHuss brarorBoputenbHoro ¢GoHaa MOMOLIM JIHOASIM C
JMarHo30M «HenpoOi1acToMa» U 4jieHam ux cemed « OHOu» B penakiuuu ot 09.10.2020 roza.

ITopsinok 3akaouenus JoroBopa

Jorosop 3akmrodaercs mmyreM akuenta Odeptsl biarorBoputenem.
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Odepta moxeT ObITh aKienToBaHa biaaroTBoputeneM 00BIM U3 CIIEAYIONUX CIIOCOOO0B:

3.2.1. nyrem mnepeuucienust brarorBopureneM IeHEKHBIX CpeACTB B Moiab3y DoHaa
IUIATEKHBIM MIOPYUEHHEM 110 PEKBU3UTAM, yKa3aHHBIM B pazjesne 7 OdepTsl, a Takke
C HCIIO/IIb30BAaHUEM I[UIATEXKHBIX TEPMHUHAJIOB, IUTACTUKOBBIX KapT, 3JEKTPOHHBIX
IUTATEXKHBIX CUCTEM M JPYTUX CPEICTB M CUCTeM, Mo3BosgomuX biarorBopurento
nepeuncanTs QOoHITy AeHEkKHbIE CPEICTRA;

3.2.2. nyreM (aKTUYECKOrO MEPEeYHCACHHUS KM Iepefadd MOKEPTBOBAHUS B IIOJb3Y
@®onna ¢ noMoIBID MOOWIBHOrO TenedoHa nocpeactBoMm SMS-cooOuieHus Ha
HoMep, ykazaHHbli Ha Caiite ®oHxa;

3.2.3. myTeM NOMEIUEHHs HATMYHBIX JCHEXHBIX CPeACTB (OAHKHOT MM MOHET) B SILIMKH
(kopoba) mns cOopa MOKEPTBOBAHWM, yCTaHOBICHHbIe MDOHIOM HIM TPETHUMH
JTULAMHU OT UMEHH U B MHTepecax PoH/1a B 001IECTBEHHBIX MECTaX.

Cosepuienne brnarorBopurenem m000ro w3 AEHCTBUM, NMPEAYCMOTPEHHBIX MYyHKTOM 3.2
Odeptbl, cumraercs akuentoM OdepTsl B COOTBETCTBMM C 4acThio 3 craThd 438
['paxxnanckoro koaekca Poccuiickoit ®denepanum.

Haroii akuenra OdepTel M, COOTBETCTBEHHO, AaTOH 3akitoucHus JloroBopa siBisieTcsi Aara
MOCTYIJICHUS JICHEXKHBIX CPEeACTB OT buarorBoputenss Ha pacueTHblit cueT PoHja, a B
cilyyae, NpPEAYCMOTPEHHOM MyHKTOM 3.2.3 — jara BbIEMKH  YIOJHOMOYCHHBIMH
npeacraBurensmMu  @oHga  JEHEXKHBIX CpPeACTB M3 siuMka (kopoda) s cbopa
MOKEPTBOBAHUM.

eau aesreabHocTu Monnaa
[ensamu pestenbHocTH PoHAa U [IporpaMMel ABIASIOTCS, B TOM YHCIIE:

4.1.1. BCCCTOPOHHAA IMOMOIb, COUHAJIbHadA NOAACPKKa M 3aliuTa JIOJEH ¢ JMAarHo3oM
((HeﬁpO6HaCTOMa» B AHAMHE3EC HJIn HHBIMHU OHKOJIOTHYECKHUMHU 15
reMaToJIOTUYECKUMH 3a00JI€eBaHUAMH U YJIEHOB UX C@MCﬁ;

4.1.2. copelicTBUe JeATEIbHOCTH B chepe OXpaHbl 370pOBbS JIMI, CTPAAAIOLIUX
HEHPOOJACTOMON B aHAMHE3E HJIM MHBIMU OHKOJIOTHYECKUMH M FeMaTOJI0rHYECKUMHU
3a0071€BaHUAMM U YICHOB HX CeMEH, YIydlIeHHe UX MOpPaIbHO-IICHXOJIOTHYECKOTO
COCTOSIHHS;

4.1.3. couuagbHO-IICUXOJIOTHYECKas pea6unuraunﬂ U aOWIMTalus JIIOJEeH C JHArHoO30M
<<HCﬁpO6HaCTOMa» B AdHaAMHE3C HJIn HHBIMHU OHKOJIOTHYECKHUMHU H
reMaTOJIOTHYECKUMH  3a00J€BaHUSIMH W YJIEHOB WX CeMeﬁ, B TOM 4YHCIIC
[ICUXOJIOTUYECKasA MogACpKKa pe6eHKa C OHKOJIOTHYCCKHM JUArHo3oM, a TaKxKeE €ro
ponm‘eneﬁ Ha CTauH MIPOXOXKICHUSA 00JIe3HEHHBIX npoueayp, Ha 3Tane nmoCTaHOBKH
AWar’Ho3a, BO BpEMA JICUCHUA U ITOCJIC JICUCHUA,

4.1.4. copeiicTBue nesATeNbHOCTH B cdepe 0Opa3oBaHHs, HAyKH W TMPOCBEIIECHHUS II0
BOIIPOCAM M3YY€HMS, MUCCIIEI0BAHUS, AUArHOCTUKU U pa3padOTKU HOBBIX METO0B
JAeUeHusi HeHpoOIacCTOMbI M HHBIX OHKOJIOTMYECKHMX W TeMaTOJIOTHYECKUX
3a00sieBaHN, B TOM YHCIIE MOBBILICHHE KavyeCcTBa M PACHIMPEHHE HHCTPYMEHTOB
JUArHOCTHKHM JETAM C JUArHo30M «HEHpoOIacToMa», a TAK)KE MOBBIILIEHUE YPOBHs
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KBalM(pUKALMA Bpayed MO [IMarHoly «HeWpoOiacTomMa» IO BCEH TEPPUTOPUHU
Poccuiickoit enepanuu;

4.1.5. okazanue  OecCIUIaTHOM  OPUIMYECKOW  [OMOLIM  JIIOASM € JMarHo3oM
«Helpobiactoma» B aHaMHe3¢  WIM  MHBIMH  OHKOJIOTHUECKUMH |
reMaToJIOTHYECKUMHU 3a00JIEBAHUSAMU M YIEHOB UX CeMeH IO BOMpocaM JICYSHHs U
COLIMAJIbHOW MOAAECPKKH TAaKUX JTHI;

4.1.6. mnoBbimieHHe UHGOPMHUPOBAHHOCTH M OOeCIeYeHHE MOCTyNa pPOAMTENeH aeTel ¢
JUAarHo3oM «HelpoOiaacToma» o0 3a00JIeBaHUM, TOCIEACTBUAX €ro JICYCHUA U
COIYTCTBYIOLIUX TeMax;

4.1.7. nosbllieHHe HHHOPMUPOBAHHOCTU OOLIECTBA O AMArHO3€ «HEHpoOIacTomMa», 0opbda
¢ Mu(paMH O JIEYEHHH JETCKOro paka, B TOM YHCIIE HeHpOoOIacTOMBI, MPUBIICYECHHE
BHUMaHUE obliecTBa K mpodiemMaM B 00J1aCTH JIeUEHHs JAETCKOTO paka, B TOM YHCIIE
K HeWpobmacTome;

4.1.8. nocTuxkeHMe MHBIX Lie€JI€H M BBINOJHEHHE 337a4, MPETyCMOTPEHHBIX MPOEKTAMHU
®onpa, onucanHbIMu B [Iporpamme.

O0padoTka nepcoHATbHBIX TaHHBIX

Jlns ucnosiHeHUst JoroBopa noxeprBoBaHust MoHJ 00padaThiBaCT MEPCOHAIBHBIC 1aHHBIC
BnarorBoputens: gpamuianio, UMs, OTYECTBO, aPEeC MECTa >KUTE/IbCTBA, HOMEp TeiedoHa,
aZipec PICKTPOHHOM 1MOYThI, 0aHKOBCKHE PeKBU3UTHI («IlepcoHa/ibHbIE JaHHbBIEY).

bnarorBoputens Takxke gaet cormacue Ponny: (i) Ha 00padoTKy [lepcoHaNBHBIX AaHHBIX
JUIsl Liefiel HampaBleHUs YBEAOMICHMHM biarorBopurento o MpoekTax, MEpONpPUATHAX H
akuuax donna; (ii) Ha nepemady [lepcoHanbHBIX AAHHBIX CIEAYIOLIUM TPETHUM JTHIIAM:
000 «CueroBoay», aapec MmecToHaxoxaeHus: 347922, PoctoBckas o0n., Taranpor r.,
TpynoBeix Pe3epoB mep., nom Ne 10, odbuc 306 — ans BeaeHUst OyXraJTepckoro ydera
®onpa; [TAO Coepbank, agpec MecToHaxoxkaeHus: 3yOoBckuil OynbBap, 13, ctp. 1 — ans
OCYIIIECTBIICHUS PaCcYETOB.

Cornacue bnarorBopurens Ha oOpaboTky [lepcoHanbHBIX JaHHBIX MOKET OBITH OTO3BAHO
bnarorBoputenem B mo0oe Bpems myTeM HarpasieHus QOHY MUCbMEHHOTO YBEIOMIICHHS,
He MeHee ueM 3a S5 (maATh) pabouux AHEH 10 NpeArnosaraeéMoil JaThl OT3bIBA TaKOTO
corJjlacusi, o ajipecy 3MeKTPoHHOM mouThl: info@neuroblastoma.help.

[Ipoumne yciaoBus

CoBepmrass  jgelcTBHs,  npeaycMoTpeHHble  maHHOM — Odeproit,  biarotBopurensb
MOATBEP)KJAET, YTO O3HAKOMJICH C YCJIOBHSAMU M TeKCTOM Hacrtosed OdeprTsl, Heasimu
nestenbHocty  Pounma u [lomokeHneM 0 OJIArOTBOPUTENBHOH — IpOrpamMme
BnarorBoputensHoro hoH1a MOMOIIHM JTIOISM C AMArHO30M «HEHPOOIacTOMa» U WIeHaM HUX
cemeit «2u0n» B penakuuu ot 09.10.2020 roxa, ocozHaeT 3HaYEHUE CBOMX IE€HCTBUM, UMEET
MIOJIHOE MIPAaBO HAa MX COBEPLICHUE U MOTHOCTBIO IPUHUMAET yCa0BUs HacTosed OdepTol.

Hacrosimasi Odepra perynupyercs U TOJKYeTCS B COOTBETCTBMM C 3aKOHOIATEIbCTBOM
Poccuiickoit @enepaunu.
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6.3.

&

bnarotBoputenb, Hpu HAIMYUK JIOOOTO M3 CIEAYIOIIMX OOCTOSATENBCTB, 00s3yeTcs
yBeAOMHUTb 00 3ToM DOHI MOCPEJCTBOM HAIpaBICHHS MHChbMa B CBOOOAHON (opme Ha
3JIEKTPOHHBIH ajpec info@neuroblastoma.help:

211 PU3HYECKUX JINLL: He SBISETCS rpakIaHuHOM PO,

JUISL FOPHIMYECKHX JIHIL: 3apPEerHCTPUPOBAHO He Ha TeppuTopun PO,

JUISL FOPUIMYECKUX JIMLL TTOJTy4YaeT JIeHEeKHbIe CPeICTBA MM MHOE UMYILECTBO H3-3a pyOexa,
OT MHOCTPAaHHBIX TIOCYJapcTB, MX TIOCYJapCTBEHHBIX OPraHOB, MEKIYHAPOAHBIX M
MHOCTPAaHHBIX OpraHM3alui, MHOCTPAHHBIX Tpa)KAaH, JuL ©Oe3 TrpaxaaHcTBa JH0O
YIIOJIHOMOYEHHBIX UMH JTHII.

Caenenusi 0 ®onjae u pekBu3uTHI PoHa

[Tonnoe  nammenoBanuwe: braroTBopurenbHbI  GOHI  MOMOIM  JIOASIM  C  JHArHO30M
«HeWpobiiacToMa» M uleHaM UX ceMeid « DHOMY.

CoxkpamenHoe HanMeHoBaHue: briarorBoputenbubiit @ong DHOU.

WMHH/KIIIT: 7703461569/ 770301001
OI'PH: 1187700011663

OKIIO: 31539589

OKATO: 45286575000

- OKTMO: 45380000000

Pacuérnslit cuér: 40703810538000009964
Koppecnonaentckuit cuét: 30101810400000000225
BUK 6anka: 044525225

bauk: [TAO CBEPBAHK
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