JJOT'OBOP BJIAT'OTBOPUTEJIBHOI'O IMOKEPTBOBAHUS
[TyGnuunas odepra
brarorBoputenbHOro (hoHAa MOMOIIM JHOSAM € IMarHO30M «HeHpodiacTomar
M 4JleHaM MX cemed « JHOU»

1. O0mue no10KeHus

1.1. Hacrosiass  nyOnumunas  odepra (nainee -  Odpepra) sBiasercss  NpeloKeHHEM
biiarorBopuTenbHoro (oHaa MOMOLIM JIOASM € JMArHO30M «HEHpoO1acToMa» M UjleHaM MX
cemeit «DHOM» (nanee - Monn), B nuue Jupekropa @onia 3axapoBoit Anactacun Hukos1aeBHbl.
JCHCTBYIOLIEr0 Ha OCHOBAHMM YCTaBa, 3aK/IIOUUTH € JIOOBIM (PU3HUECKHM M IOPHIMUYECKHUM
JIMLOM, KTO oT30BeTcst Ha Odepry (nasiee - baarorBopuredin). J0roBop MoKepTBOBAHUS (Aajiee
- JloroBop) Ha ycioBMSIX. MNpeaycMOTpeHHbIX Odeproit. JlaHHoe 1perioKeHHe sBIsSeTCs
nyOosuYHOM OoepToil B COOTBETCTBHM ¢ NYHKTOM 2 ctarbh 437 ['pamianckoro Kojekca
Poccuiickoit deepanuy.

1.2. Odepra BcTynaer B CH1y €O JHSA. CJACAYIOLICIO 3a AHEM pa3MeLICHHs ¢¢ Ha cailte Do @ b
cetn Mutepuer no aapecy www.neuroblastoma.help.

1.3. Odepra sapasercst OecCpoUHO W JICHCTBYET 10 AHS. CJACAYIOLICTO 3a JTHEM PasMCLICHHs Ha
Caiite nzBeutenus 00 or3biBe Odeprol. Pou1 Bupase 0To3BaTh Odepty B i11000€ BpeMs.

1.4. ®ona roToB 3aKiIO4aTh JOrOBOPbI MOKEPTBOBAHMUS B MHOM MOPSIKE M (MJIM) HA HMHBIX
YCIOBHSIX. HEXeJIU 3TO npeaycMoTpeHo Odeptoid. ast yero aro0doe 3aHHTEPECOBAHHOE JIMLO
BIIpaBe 00paTUTHCS IS 3aK/IIOUEHHUS] COOTBETCTBYIOLIETO 10roBopa B PoH /1.

1.5. doun ne Hecer mepea biarorBopuTesieM HHBIX 00s3aTeIbCTB. KpoMe 0053aTe/1bCTB.
yKa3aHHbIX B HacTosiuiem Jlorosope.

1.6. CoBepiiaemast  bnarorBopurtenem  j1oOpoBosibHasi M O€3BO3ME3/lHAs  liepe/jlaya B
coOcTBeHHOCThL DoHIa JEHEKHBIX CPEICTB B pasmepe, omnpeeasieMom biaarorBopuresiem.
1o0bIM y100HBIM U1t briarotBoputenst cnocodom 1o JloroBopy. 3akIi04acMoMy B pe3y IbTare
akuenta Hactosweit Odeprol (1anee — «[loxkepTBOBaHME» ). MPUZHACTCS [MOKEPTBOBAHHEM B
COOTBETCTBUHM €O cTarbeit 582 ['pakanckoro koiekca Poceniickoit Deaepannm.

1.7. ®akt nepeuncienus [loxeprBoBanust Ha cuer PoHIa. B TOM UMCIIE [TyTeM OTHpaBKH SMS-
COOOIIEHMSI. CBUICTEILCTBYET O MOJHOM COIIacMM biaroTBOpUTe s ¢ YCIOBHIMH HACTOSIILET O
Jlorosopa.

1.8. Jlatoii akienta Odgeptbl 1 3akioueHust JloroBopa sBIseTes 1ara MoCTYIICHHS JICHEKHBIX
cpe/icTB briaroTBopuTelist Ha pacueTHbli cueT PoH 1a.

2. Ilpeamer [lorosopa

2.1. ITo nacrosiemy Jlorosopy biarorBoputens nepeiaet Hoxeprsoanue Moty

2.2. ®onx npunuMmaet lloxkeprBoBanue M 00s3yeTcs MCIO.Ib30BATH €0 COIVIACHO HACTOSAIIEMY
JloroBopy u B coorBetcTBUU ¢ DeaepaibHbiv 3akoHoMm o1 11.08.1995 Ne 135 @3 «O
0.,1arOTBOPUTEIILHOM JACSITE/IbHOCTH U 0JIArOTBOPUTEIbHBIX OpraHu3auusx» 1 Ycetasy Pona.

3. Jlesiteabnocrn MonHaa

3.1. lensmu gesrenbHocty MoHga IBASIOTCS:

- OnarorBopuTeIbHAS JICATE/IbHOCTD, HANPABICHHAs HA BCECTOPOHHIOK MOMOLLb. COLHATbHYIO
MOJUICPIKKY M 3aLIUTY JIFOJACH ¢ IuarHo3oM Helpo0iacToMa B aHaMHe3€ U WICHOB MX CEME:

- COJICHCTBME 3aLIMTE MATEPUHCTBA, AETCTBA U OTLIOBCTBA:

- COJEHMCTBHE AESITELHOCTH B cepe OXpaHbl 3/I0pPOBbs JIMLL, CTPAAAIOLIMX HEHPOOIACTOMOH B
aHaMHE3€ WJIM MHBIMH OHKOJIOTHUECKMMH U IeMaToJIOIMUCCKUMU 3a00.ICBAHUSAMH B dHAMHE3¢. U
YICHOB HX CeMEH. YIVUIIEHUS HX MOPATbHO - IICUXOJOIHYECKOTO COCTOSAHHNS:

- COLMAIBLHO-MCHUXOJIOMHYUCCKas  peadMnTanns W adWiuTalis  JHOJACH ¢ (HdlHO30M
HeipoliiacToMa B aHAMHE3E U YICHOB X CCMCH:

- COJICHCTBHE JICATENIBHOCTH B cdepe o0pasoBanmsi. HAVKH W HPOCBCUICHHS 110 BOHPOCAM
M3YUYCHMsI,  HCCJIC/IOBAHMUS,  JIMATHOCTUKKH M pa3padOTKM  HOBBIX  MCTOAOB  JICUCHHS
HEeHpoOIaCTOMBI H UHBIX OHKOJIOTHYECKUX M I'eMaTOJ0rHYECKUX 3a00./1eBaHH:

- oKaszaHue OeCIUIaTHOH IOPHJAMYECKOH TMOMOIIM JIOAM € JMarHo3oM HeipoOiacroma B
aHaAMHE3e U WIeHaM X CeMEH Mo BONpocam JICUCHHUs U COLMAIbHOM MOICPKKH TAKUX JIMLL

- coaeHcTBHE I0OOPOBOJIBLUECKON (BOJOHTEPCKON) AeATEIbHOCTH U BOBJIEUEHHE JPYTUX JIMIL B
0J1arOTBOPUTEILHYIO €S TEIbHOCTb.

3.2. JlestenbHocTh POHAA HE MMEET LIEJIBIO U3BJICUCHHUE MPUOBLIN.

3.3. Do nyOaMKyeT HHPOPMALIMIO O CBOCH padoTe M OTYECTbl O Pe3yiIbTarax Jea e IbHOCTH
cet MuaTeprer Ha caifte www.neuroblastoma.help.
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4. Tlopsiaok nepeaaun u ucnoab3opanust [lokepreoBanus

4.1. baarorBopuTe/b  camMoCTOATEIbHO onpete/sier pasmep llokeprBoBaHus M BHOCUT €ro
JO0BIM  YJI00HBIM  CITOCOOOM.  VKa3aHHbIM Ha caiite www.neuroblastoma help. Ha veioBusx
Hacrosieit Odeprbi.

4.2. bararorBopuTe/lb  HMEET  [PABO [0 CBOEMY  YCMOTPCHMIO — BBIOpATHL — HA3HAUCHHC
[ToxepTBOBaHMS. yKa3aB €ro B KAUECTBE Ha3HAUCHUS Tuiareska npu nepeso.ie |omepronatis.
4.3. Eciiu BbiOpaHHblil biarotBoputesiem croco0d nepeBojaa l[lokeprBoBanust HE 103BO.ISIC]
yKa3aTb Ha3HauyeHHE IIaTeka, biarorBopurteab UMEET MPaBO YTOUHHUTH LI/ [1OKEPTBOBAHMS
JIPYTHM MTUCbMEHHBIM CII0cOOOM B JieHb nepeaaun [loxepTBoBaHus.

44.B ciayuae ecianm HasHauenue noctynuBuiero lloxeprBoBanust He ykazaHo, @Dou1
CaMOCTOSTEILHO OINPEJIC/IACT Ha3HAYeHHE MCINOoJb30BaHus [loxkepTBOBaHUS B COOTBETCTBUH C
0J1IarOTBOPUTE/ILHBIMHU [IPOIrPpAMMaMHU U yCTaBHbIMHU Lie/1ssMHu Don1a.

4.5. B ciiyyae HEBO3MOKHOCTH MCNOb30BaHUs [loskepTBOBAHMSL, MTOTYUEHHOT'O 110 HA3HAYCHUIO.
WM B ciyvae noctynieHus [loxkepTBoBaHus. pazmep KOTOPOTo MPEeBbIACT HEOOXOAUMBIH /115
JIAaHHOTO HaszHaueHus, Don/1 BrpaBe UCnoab30BaTh Takoe [oKepTBOBAHHE HA HHBIC VCTABHbBIC
LCJIH. '

4.6. ®oHjr 00s13yeTcst UCMOJB30BaTh MOJIYUEHHbIE OT biaroTBOpUTEIs JICHCKHBIC CPEICTBY B
COOTBETCTBHUHM C JICHCTBYIOLIMM 3aKOHOAaTe1bCcTBOM Pocceniickoit Deepalin u B pamkax CBocH
YCTaBHOMH 1€ TEIbHOCTH.

4.7. Ocymectsiss oxepreoBanue. baaroTBopuTeilb COrIAMIACTCS ¢ TEM. YTO B COOTBETCTBHH ¢
GenepaibibiM 3akoHom Nol135 @3 o1 11.08.1995 1. «O 0:1aroTBOPUTEILHON JICATCILHOCTH 1
0J1IarOTBOPUTELHBIX opraHusausx» GOoH1 UMeeT MPABO HCIOIb30BATL HaCTh [0y YCHHbIX
CPe/ICTB UIsl (PUHAHCHPOBAHMS aIMUHUCTPATUBHBIX PACX0/10B. MakcumaibHas cyMMa Cpe/icTB.
MCII0JIB3YEMBIX JUISL @/IMHHUCTPATUBHBIX Pacx0/108 DoH1a He MOKeT npesblars 20 (J1Bau1arh)
MPOLEHTOB OT CYMMbl. M3PAcX010BAHHOM 3a (pMCKAIBbHBIH 1epro/L.

4.8. [loskepTBOBaHMEe MOKeT ObITb HCNOABL30BAaHO DOHJAOM B TCUCHHE HEOIPAHHUCHHOIO
Mepuo/Ia BpeMeH! ¢ MOMeHTa rosyuenus [loxkeprBoBanus.

4.9. Ilpu nepeunciaenuu [loxepTBoBaHMs UIsl NPABUILHOW MACHTH(PUKALMK biarorBopureis.
biarorBopuTenb yKazbIBaeT cie/yIOUMe JaHHbIE: aApec YWICKTPOHHOH MOUTBI WKW HOMEP
Teredona.

4.10. bararoTBopuTEb, OCYLIECTBIIsAS MOKEPTBOBAHUE. [PH HAIMYHH 1HO00I0 M3 CIACAYIOILHX
00CTOSITENILCTB, 00s3yeTcsl YBEJIOMUTh O HeM MOH1 Mocpe/cTBOM HAIpaB/ICHUS MUCbMa B
cBOOOAHOM hpopme Ha 1eKTpoHHbIH aapec info@neuroblastoma.help:

- 18 PUBHYECKUX JIMLL HE SIBJSICTCs FpakiaHuHoM PO,

- JUIS FOPUIMYECKUX JIMIL 3aperHCTPUPOBAHO He Ha TeppuTopuun Pd.

- JUIS FOPUIMYECKHX JIMIL TOJYYaeT JICHEKHBIC CPEJICTBA WM MHOE MMYLIECTBO M3-3a pyOeKa.
OT MHOCTPAHHBIX FOCYAAPCTB. HX FOCYIAPCTBEHHBIX OPraHOB. MEK 1V HAPO, IHBIX H HHOCTPAHHBIN
OpraHu3alMi, HHOCTPAHHBIX IPAk1aH. 1L 0€3 MPak1aHCcTBa AM00 VIO THOMOUYCHHBIN UMK JTHIL
4.11. baaroTBopuTe/nb MMEET MNPABO  HAa  HOJAYHCHHE  HHPOPMALLHH 00 HCHO.Ib30BAH I
HanpagieHHoro um oxeprsosanus. Jlis peaausauny yKasannoro npasa GonL pasymeliact Ha
caifte www.neuroblastoma.help:

- uHopmanmrio o cymmax lloxeprBoBanuii. noiyueHHbIX DOHI0M. € yKa3aHHeM [IEPBOH
OykBbl (paMUJIMKM ¥ MHALHAIOB biaroTBopuTeisi, MM yacTH Homepa TesedoHa biarorsopure:is.
MJIM HAUMEHOBAHMS Oprauu3aunu — baarorBopurels:

- oruer o ruarekax PoHJia ¢ yKazaHUeM Ha3HAYCHUs T1J1aTexKa.

4.12. bnaroTBopuTe/b UMEET MpaBo nonpocuth PoH/1 ykazaTh Ha caite ero [loxkeprsoBanne
KaK aHOHMMHOE. B 9TOM c¢/lyyae OH HanpasiisieT B DOH/1 MHCbMEHHOE 00pallleHHE.

5. Coraacue Ha 00padoOTKY NMEPCOHATBHBIX 1AHHBIX

5.1. Akuentyst Ogepry. brarorBoputess gaet @onay coriacue Ha 00padOTKY MEPCOHAIbHbBIX
JaHHbIX biiarorBopuTesns (paMHIMK, UMEHM. OTUECTBA. AAPECa MECTa KHTCILCTBA. HOMCPA
terepoHa, aapeca IEKTPOHHOH MOUThl. OAHKOBCKMX PEKBH3MTOB) € LC/AbIO  HCHOIHCHHS
00513aTe/IbCTB.  BO3HMKAIOUIMX B CBSI3M € 3aK/itovueHueM JloroBopa. BKIIOHas CJC/YIOLIMC
JIeHCTBUS: cOOp. 3alKCh. CHCTEMATH3ALMNIO, HAKOIJICHHE, XPAHEHHE, YTOUHEHHE (OOHOBJICHHE,
H3MEHEHHE). M3BJACUCHHME. HCIOJIb30BAHME. [epe/1ady  (pacnpocTpaHeHHe. MpeloCTaBIeHHE.
JIOCTYIT). 00e3/IMuuBaHe. OJ0KMPOBAHHE. VIAJICHHE. VHHUTOKCHHE IICPCOHAIBHBIX J1aHHbIX.

5.2. ®onj 00s3yeTess 00€3/MUUTh MEPCOHAIbHbIC JaHHble biarorBopuTes B NYOIHKYCMBIN
dounom MHPOPMALMOHHBIX MaTepuaiax. Pazmeulaemble Ha caiite Jannbie biarorBopuieis
(Gu3MUeCKOro /Ml He JIOJDKHBL JaBaTb BO3MOMXKHOCTH JUIS OJHO3HAUHOH WICHTH(HKALUH
[IEPCOHAIbHBIX JIAHHBIX TPETHUMH JTHILAMH.
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5.3. B OTHOWIEHHH MEepCcOHAIBHBIX JaHHBIX biaarorBoputeis Mo 00S3YETCS OCYILCCTBIATH
TOJABKO T€ JCHCTBHMs. B OTHOLUEHHM KOTOPBIX TMOJYYEHO corjiacue biarotBopurelis Wiu B
OTHOILUEHHUH KOTOPLIX B COOTBETCTBHHM € TPUMEHHUMBIM 3aKOHOJATEILCTBOM pa3pellieHHe
briarorBopuresis He TpedyeTcsi.

5.4. Cornacue Ha 00pabdOTKY MEPCOHAIBHBIX JAHHBIX JICHCTBYET 10 TeX [Op. [0Ka
brarorBoputesnb HE OT30BET €ro B HUCbMEHHOM Bujle. COrjacue MOKeT ObiThb OT03BAHO
B.’l'dI‘OTBOpHTt‘IIL’M B ITI000€ BpeMsl TTYTCM HallpaB ICHUWs (D()H,'l} [THCBMCHHOT'O VBCIOMIICHHS HC
MEHEE 4eM 3a S P‘JGO‘IHX JIHEH 10 [pearoial ACMOH [1aThl OT3bIBA TAKOIO COI TACHS.

6. Cropsl u pasHoracusi

6.1. B ciydae BO3HMKHOBCHHMSI CHOPOB M pasHolacki mexk1y CropoHamu 1o Jlorosopy.
3AKIFOYCHHOMY TIVTCM aKkIerTa HACTOSIICH ()(I)Cp'l’bl. OHH 6_\';(}'[' [1O BO3ZMOYKHOCTH pd3peliudrbes
IYTCM TIEperoBoOpoOB. B CIAYyHae HCBO3MOKHOCTH pPaspCUICHUS 1IYITCM 1HCPCTOBOPOB CIIOPbI H
pasHorjacust OyayT pelarbcsi B COOTBETCTBHUM ¢ JICHCTBYIOLIMM  3aKOHO/ATE/IbCTBOM
Poccuiickoit deaepannu.

7. Cseaenust o Gone

[Tosmmoe nanmenoBanue: baaroTBOPUTEILHBIH (POHT MTOMOUIH JTHO/ISIM € JIHATHOB0M
«HEeHpoOIaCTOMa» M YIeHaM UX ceMel « JHOU»

Coxpaménnoe HaumeHoBaHue: biaarorBopurebHbii @oH 1 IHOU

Opuanueckuii aapec: 123557, r. Mocksa, b. Tuinnekuii nep.. 1. 26. kopn. 13-14.9rax 1. nom. XI11.
KOMH. 2, opuc |

MHH/KIIT 7703461569/ 770301001

OI'PH 1187700011663

p/c 40703810538000009964

Kk/c 30101810400000000225

[TAO CBEPBAHK

bUK 044525225

E-mail: infoa neuroblastoma.help

Caiit: www.neuroblastoma.help
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