JOI'OBOP BJIAI'OTBOPUTEJIBHOI'O ITO’KEPTBOBAHMUSI
[Ty6nuunas odpepra
brarorBoputenbHOro poHaa MOMOLIH JIFOISM C IHArHO30M «HepobiacToMay
1 WIEHaM UX ceMel « JHOU»

1. O6mmue mo/10sKeHHSI

1.1. Hacrosimmas nmyOGnuunas odepra (manee - Odepra) sBASETCS  NPEIOKEHHUEM
bnarorBoputensHOro (GoHIa MOMOLIM JIIOJASM C JIMArHO30M «HeHpoOiacTtomay M 4ieHaM HX
cemeil «DHOM» (nanee - ®onn), B muue upexkropa @onma 3axapoBoit AHactacuu HukosaeBHBI,
JIEHCTBYIOLIET0 HAa OCHOBAaHWM YCTaBa, 3aKIIOUUTH C JHOOBIM (DU3HMYECKHM U HOPUIUYECKUM
JMLIOM, KTO 0T30BeTcst Ha Odepry (nanee - biarorsopuren), 10roBop MoKepTBOBAHUS (J1ajiee
- JloroBop) Ha ycioBusIX, npeaycMoTpeHHbIX Odeproit. JlaHHOe mnpeioKeHUue sBISETCS
nyOonnyHOH o¢epToil B COOTBETCTBMM ¢ MNMyHKTOM 2 ctathd 437 ['paxaanckoro Kopaexca
Poccuiickoit ®denepanuu.

1.2. Odepra BeTynaer B CHIly €O JHS, CIEIYIOLIETO 3a JIHEM pa3MelleHus ee Ha caiite Donja B
cetu MHTepHeT no aapecy www.neuroblastoma.help.

1.3. Odepra siBasieTcst GeccpoUHON U ASUCTBYET 10 JIHS, CIICIYIOIIETro 3a JHEM pa3MEIICHHUs Ha
Catire uzBenienus o0 or3biBe Odeptol. @onz BripaBe 0oTo3Bath Odepty B 110060€ BpeMsl.

1.4. ®onx roToB 3aKkiaroyaTh JOTOBOPBHI MOKEPTBOBAHUS B MHOM MOpSAKE M (MJIM) HA HMHBIX
YCIOBHSIX, HEXeNIU 3TO mpeaycMoTpeHo Odeproit, ans vero Jio0oe 3auHTEPECOBAHHOE JIHMIIO
BIIpaBe 00paTUTHCS /ISl 3aKJIIOUEHUs COOTBETCTBYIOIIETO JoroBopa B @oH/.

1.5. ®oun He Hecer mnepen braroTBopuTeneM HHBIX 0053aTeILCTB, KpoMe 00s3aTe/IbCTB,
yKa3zaHHBIX B HacTosieM JloroBope.

1.6. CoBepiiaemast  brnarorBoputenem  noOpoBosibHass W Oe3Bo3Me3jHas — Iepejavya B
cobctBeHHOCT, DOHJA JEHEKHBIX CPEACTB B pa3Mepe, ompejenseMoMm biarorBopureseM.
mo0bIM y100HBIM [Tt biiarotBopuTtens cnocobom no JloroBopy, 3akjarouaeMoMy B pe3yJibTare
akuenTa Hactosmed Odeprtor (nanee — «lloxkepTBoBaHUE»), MPU3HAETCS MOKEPTBOBAHUEM B
COOTBETCTBHHM cO cTarheit 582 ['paxknanckoro konekca Poceniickoit denepanuu.

1.7. ®axt nepeuncienus [loxxeprBoBanus Ha cyer DoHa, B TOM YMCIIE MyTEM OTIpaBku SMS-
COOOIIEHUS, CBUAECTEILCTBYET O MOJIHOM COIJIacuU braroTBopuresns ¢ yCJIOBHSIMH HACTOSIILETO
Jlorosopa.

1.8. latoit akuenTta OdepTsl U 3akiaodeHus JloroBopa sBIsSETCS AaTa NOCTYIUICHUs JAEHEKHBIX
cpeactB brarorBopuTesns Ha pacueTHbId cueT PoHa.

2. Ilpeamer /loroBopa

2.1. Io nacrosimemy Jlorosopy biarorBopurens nepeaet [loxeprsoBanue Ponuy.

2.2. ®oun npunumaet [loxepTBoBaHHE U 00SI3yeTCsl UCIOJIB30BATh €r0 COIVIACHO HACTOSLIEMY
JloroBopy u B cootBetcTBHH ¢ @DenepanbHbiM 3akoHom ot 11.08.1995 Ne 135 @3 «O
61aroTBOPUTENILHOM JIESITEILHOCTH U 0JIArOTBOPUTENILHBIX OpraHu3anusax» 1 ¥Ycrasy ®onza.

3. JesreabHocTh PoHaa

3.1. Hensamu nestenbHocTH DoHIa SBISIOTCS:

- OnmaroTBOpuUTEIbHAS JIEATEIBHOCTD, HAIIPABJIEHHAS! HA BCECTOPOHHIOK MOMOILb, COLHUAILHYIO
MOIEPXKKY U 3aIIUTY JIOACH ¢ AMAarHO30M HelpobiacToMa B aHAMHE3€ U YIEHOB HX CEMEM:

- COJEHMCTBHE 3alMTe MAaTEPUHCTBA, JETCTBA U OTLOBCTBA;

- COJIEHCTBHE JEATEIBHOCTH B chepe OXpaHbl 3/10pOBbs JIMIL, CTpaJAIOLIMX HeHpoO1acToMoi B
aHaMHE3¢ WJIM MHBIMH OHKOJIOTMYECKHMMU U FeMaTOJOTHUYECKUMHU 3a00IeBaHUSIMU B aHAMHE3€, U
YJICHOB UX CEMEH, yJIyUIlIEHUsI UX MOPAJIBHO - IICUXOJOTHYECKOT0 COCTOSIHHS

- COLHAJBbHO-TICUXOJIOTHYeCKass peaOuiauTalds W a0uiauTanus JIOAEH ¢ JHardHo3om
HeifpoOacToMa B aHaMHe3€ U WICHOB UX CeMeii;

- coaeicTBHe JAESTENILHOCTH B cdepe oOpazoBaHHUsl, HAyKH M INPOCBELIEHHs 110 BOIPOCAM
U3yUeHUs, HCCJICJIOBAHUs, JMArHOCTHKM M  pa3padOTKH  HOBBIX  METOJOB  JIEUEHHS
HEeMpoOIaCTOMBI U HHBIX OHKOJIOTHUYECKUX U FeéMaToJIOTHYeCKUX 3a00sIeBaHui;

- okazaHue OeCIUIaTHOH IOPUIMYECKOH MMOMOIIM JIIOASM € JHMarHo3oM HelpoOiactomMa B
aHaMHEe3€ U WIeHaM HUX CeMeii 110 BOIpocaM JIeUeHHUs U COLMaIbHON MOAEPIKKH TaKUX JIULL;

- comercTBUe 100POBOJIBYECKON (BOJIOHTEPCKOM) AEATEBHOCTH M BOBJICYEHHE JIPYTHX JIMIL B
0J1IarOTBOPUTENIBHYIO €S TEIBHOCTD.

3.2. JlesarenbHocTh DOHA HE UMEET LIETIBbIO U3BJICYEHHE TPUOBLIH.

3.3. ®oun nyOnukyeT uHGOpMALUIO O CBOEH padoTe U OTUETHI O pe3yibTaTax JAEATEIbHOCTH B
cetu MHTepHeT Ha caiite www.neuroblastoma.help.
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4. Ilopsinok nepeaaun u ucroab3oBanus [okepreoBanus

4.1. braroTBopuTENb CAMOCTOSITENIBHO OmpejenseT pasMep [loKepTBOBAHHS W BHOCHUT €ro
mOObIM  y00HBIM €HOCOOOM, YKa3zaHHBIM Ha caiite www.neuroblastoma.help. na ycnobusix
Hactosited OdepTsl.

4.2. bnaroTBopuTesb  MMEET [paBO IO CBOEMY YCMOTPEHHIO BbIOpaThb Ha3HAYEHHE
[ToxkepTBOBaHMsl, yKa3aB €ro B KauecTBEe HaA3HAYCHUS IJIaTekKa MpH repeBojie [1oskepTBOBaHHUS.
4.3. Ecniu BbIOpaHHbI biarorBoputenem crnoco0 mnepeBoga [loxkepTBoBaHHs HE IO3BOJISET
yKa3aTh Ha3HaYeHME IUIaTeka, biaroTBopuress UMEET MpPaBO YTOYHUTH LIEJIH MOKEPTBOBAHHUS
JPYTHM ITMCBbMEHHBIM CIIOCOOOM B JieHb nepenauu [loxepTBoBaHusl.

44.B cnayyae ecnu HasHaueHWe mnoctynuBiiero IlokeprBoBaHus He ykazaHo. DoHJ
CaMOCTOSATEIBLHO OIpEe/IseT Ha3HAYeHHE UCNOJb30BaHusl [lojkepTBOBaHUS B COOTBETCTBUHU C
0J1arOTBOPUTENILHBIMH ITPOrpaMMaMHU U YCTaBHBIMHU 1iesissMu Dona.

4.5. B ciiyyae HEBO3MOXKHOCTH HCIOb30BaHus [10)kepTBOBaHMS, MOJYUYEHHOIO 110 HA3HAUEHHUIO,
WK B cliydae noctymuieHus [ToxxepTBoBaHus, pazMep KOTOPOro MpeBbIaeT HeOOXOUMbIH 15
JaHHOro HasHayeHus, MOHJ BIpaBe UCNOIb30BaTh Takoe [lokepTBOBaHHE Ha MHbIE YCTAaBHBIC
LEJTH.

4.6. Donn 00s3yeTcst MCMOIB30BATh MOJIYyUYSHHBbIE OT biaroTBopHTeis JCHEKHbIE CPEJICTBA B
COOTBETCTBHH C JAEHCTBYIOIIMM 3aKOHOATeIbCTBOM Poccuiickoit denepanuu 1 B pamkax cBoeH
YCTaBHOM JESATEIbHOCTH.

4.7. Ocywectniss [loxxeprBoBanue, biaaroTBopuTesb COramiaeTesi ¢ TeM, YTO B COOTBETCTBHHU C
®enepanbHbiM 3ak0oHOM Nel135 @3 ot 11.08.1995 r. «O GaaroTBOPUTEILHON ACITEIBHOCTH U
0J1arOTBOPUTE/IbHBIX OpraHu3auusx» @MOHI MMeeT NpaBo HCIOJb30BaTh YACTh [MOJIYYEHHBIX
CPEACTB Ul (PMHAHCUPOBAHUS aIMHUHUCTPATUBHBIX PAacX00B. MakcumasibHas CymMMa Cpe/ICTB,
UCIIOJIB3YEMBbIX Ul aJIMMHMCTPATUBHBIX pacxo10B PoHia He MoKeT npesbiuath 20 (1Baaunarth)
IIPOLIEHTOB OT CYMMBbI, H3pAacX0I0BaHHOH 3a (UCKAIbHBIN MEPUOJIL.

4.8. [loxxepTBOBaHMEe MOXKET ObITh HCMOJIB30BAaHO DOHIOM B TEUYEHHE HEOIPAHUUYEHHOTO
Iepuo/ia BpeMeHH ¢ MoMeHTa nojyuyenust [loxepTBoBaHus.

4.9. Ilpu nepeuncnenun [lokepTBoBaHMS Ul NpaBUIbHON HaeHTH(HKauMu brarorBopuress,
braroTBopHuTenh yKa3blBaeT CIEAYIOIIME JAHHBIE: aJpec IIEKTPOHHOM IMOYThl W/HIHM HOMEp
tesedoHna.

4.10. bnaroTBopuTEIb, OCYLIECTBIISAS MOXKEPTBOBAHUE, MPU HATUYUM JIIOOOr0 U3 CIEAYIOLIMX
o0cToATenbCTB, 00s13yeTcss yBeAOMUTb 0 HeM MOHJ MOCPEACTBOM HANpPaBICHUs MUCbMA B
cBOOOAHOH popme Ha H1eKTpoHHBIH aapec info@neuroblastoma.help:

- 1 QU3MUYECKUX JIMILL: HE SIBJISETCS rpaxJIaHuHOM PO,

- Ul FOPUAMYECKHUX JIMIL: 3apEerUCTPUPOBAHO HEe Ha Tepputopuu P,

- IS IOPUMYECKHUX JIMIL: [TOJIy4aeT JEHEXHbIE CPeACTBA UM MHOE UMYILECTBO H3-3a pybexa,
OT MHOCTPAHHBIX FOCYJIapCTB, UX FOCYAAPCTBEHHBIX OPraHOB, MEK/IYHAPOAHBIX U HHOCTPAHHBIX
OpraHu3alMii, ”THOCTPAHHBIX I'PaXk1aH, Jul 06e3 rpakaaHcTBa JU00 yIOTHOMOYEHHBIX UMH JIULL.
4.11. bnaroTBopuTenb MMEET IpaBO Ha [OJydyeHHe HHPOpMaLUd 00 HCMOJIb30BaHUN
HanpasjieHHoro um lloxxeprBoBanus. /s peannsauuu ykazaHHoro npasa QoH pa3Mellaer Ha
caiite www.neuroblastoma.help:

- uHpopmaumio o cymmax lloxkeprBoBanuid, nosydeHHbIX @DOHIOM, ¢ ykazaHMeM [EpBOH
OykBbl (haMUJIMKM U HHULKATOB biarorBopurens, win yactu HoMmepa Tesnedona brarorBoputels.
WJIM HAUMEHOBaHUs opraHu3auuu — brarorsopurens;

- otuet o marexxax PoHja ¢ ykazaHMeM Ha3HAUCHMsI I11aTexa.

4.12. brnaroTBopuTenb UMeET MpaBo nomnpocutb PoH yka3aTh Ha caite ero [loxxeprBoBanue
KaK aHOHMMHOE, B 3TOM cllydae OH HarpasiseT B QOH MHCbMEHHOE OOpallleHue.

5. Coruacue Ha 00padoOTKYy NepPCOHAJTBHBIX JAHHBIX

5.1. Akuentys Oc¢epry, brarorBopurens naer @onay cornacue Ha 00pabOTKY MEpPCOHANIbHbBIX
naHHbIX brnarorBoputens (pamuiind, UMEHH, OTYECTBA, aJpeca MecTa >KUTEIbCTBA, HOMEPA
TenedoHa, aapeca AIEKTPOHHOM MOUYThI, OAHKOBCKHUX PEKBU3UTOB) C LEJIbIO HCIOJIHEHHUS
00s13aTeIbCTB, BO3HHUKAIOIIUX B CBSI3M C 3akiatoueHweM JloroBopa, BKiIOuas CIlEAYHOLIUE
JeHcTBHs: cOOp, 3aruch, CUCTEMATU3AUIO, HAKOMJICHHE, XpaHEHHE, yTOUHeHHe (0OHOBIIEHHE,
MU3MEHEHHUE), W3BJCUEHHE, MCIIOJIb30BaHME, Mepeaady (pacrnpocTpaHeHHUe, MpeJoCTaBlICHHE,
JIOCTYII), 00e3THYuBaHe, OJIOKHpOBaHUE, yIajIeHHe, YHHUYTOKEHUE TePCOHAIbHbIX JaHHbIX.

5.2. ®onpx o0s3yercss 00e3MUNTH MEPCOHAIbHbIE JaHHbIE bnaroTBoputens B MmyOIMKyeMbIX
®onnom nMHPpOpPMALMOHHBIX MaTepuanax. Pa3meriaemple Ha caiite naHHble biarotBopurens —
(Gu3ruecKoro M@ He JOJDKHBI AaBaTh BO3MOYKHOCTH IS OJHO3HAYHOH MIEHTH(HKALUK
MEePCOHATLHBIX JIAHHBIX TPETHUMHU JIMLIAMH,
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5.3. B oTHowmeHuu nepcoHanbHBIX HaHHBIX briarotBopurtens Moua o0s3yercst OCYIIECTBISThH
TOJIbKO T€ JEHCTBUs, B OTHOLIEHHMH KOTOPBIX MOJIy4eHO corjacue biarorBopurenst wiv B
OTHOUIEHHH KOTOPBIX B COOTBETCTBUM C MPUMEHMMBIM 3aKOHOJATEJIbCTBOM paspelleHue
bnarorBoputesns He Tpedyercs.

5.4. Cornacue Ha 00pabOTKy MEpCOHAIBHBIX JaHHBIX JAEHCTBYET [0 TeX TMop, [oKa
brarorsBopuTens He OT30BET ero B NHUCbMEHHOM Buzae. Coriacue MOXKeT ObITb OTO3BaHO
brnarorBopurenem B mo6oe BpeMs nmytem HarpasieHuss QOHIYy MUCBMEHHOTO YBEJIOMJICHUS HE
MeHee yeM 3a 5 pabouux JHeH 10 npeanojaraeMoi 1aThbl OT3bIBA TAKOTO COTJIACHS.

6. Crnopbl u pazHorjacus

6.1. B cinyuae BO3HMKHOBEHHs CIOPOB M pasHoriacuii mexay CrtopoHamu mno JloroBopy,
3aKJIFOYEHHOMY IyTeM akuenrta Hactosied OdepTsl, 0OHM OyyT M0 BO3MOKHOCTH pa3peraTbesi
IyTeM I[EeperoBopoB. B cilyyae HEBO3MOXKHOCTHM paspellieHUs MyTeM [1eperoBOpOB CIOpbl M
pasHoryiacuss OyayT peliatbCss B COOTBETCTBUM C  JIEHCTBYIOUIMM  3aKOHOJIATEIbLCTBOM
Poccuiickoit @enepanumu.

7. Csenenusi o ®onpge

[Tonnoe HanmeHoBaHue: biaroTBopuTeNbHBIN (HOH/ TOMOIIH JIFOASM C JUATHO30M
«HelpobiacToMay U 4jaeHaMm UX ceMeil « DHOm»

CokpaiénHoe HauMeHoBaHKe: biarorBoputesbHbIi GOHT « IHOU»
Opuaunueckuii agpec: 123557, r. Mocksa, Dnekrpuueckuii nepeynok 3/10 ctp.1, nomeuenue
NelV, komnata Ne7

WMHH/KIIIT 7703461569/ 770301001

OI'PH 1187700011663

p/c 40703810538000009964

k/c 30101810400000000225

[TAO CBEPBAHK

BUK 044525225

E-mail: info@neuroblastoma.help

Caiit: www.neuroblastoma.help
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