YTBEPXIEHO

[Ipukazom nupexropa biaroTBopuTenbHOrO
(hoHITA TTOMOIIN  JTFOASIM C THATHO30M
«HepobrIacToMa» M YICHAM UX CEMEH
«OHOM»

3axapoBoit A.H.

or 15.06.2022 r. Ne 01/06/22-I1/Hb

INOJIO’KEHUE

o meponpusitun «Heiipo6aacroma: VII Exeronnasi kondepenuust IHom»
BnaroteoputenpHOro (HOH/Ia ITOMOIIH JIFOISIM C THATHO30M «HEHPOoOIacToMay U YieHaM UX ceMeil « DHOM

I. O0mue noJioskeHMs.
1.1. Hacrosmee monoxxenue o meponpusituu «Hetipoomactoma: VII Exxeromnas xondepenmus DHOM» (nanee —
«Ilonoxenne») pa3paboTaHO M MPHUHATO B LENAX dddexTrBHON opranuzaunu Meponpustus «Heipooiactoma: VII
E>xeronnas koHgepeHuus DHOm». [lonoxeHne pa3paboTaHO B COOTBETCTBHU C 3aKOHOIATENbCTBOM Poccuiickoit
®enepanyu 1 YcraBoM brarorBoputenbHOro (hOHIA MOMOIIM JIIONSM C JJUarHO30M «HEHpOOIacToMay M WieHaM HX
cemel «DHOM».

1.2 «Heitpobnactoma: VII Esxeromnas xoHdepeHmms OHOM» — MeEpompHATHE B paMKax IIPOEKTa
«Kongepenun s poautenein» brmarorBopurensHoit nporpammsl biarorBopurensHOro (oHAA TOMOIIN JIFOISM C
IMarHO30M «HeipoOmacToMa» W wieHaMm UX ceMell «DHOm», HamlpaBIeHHOE Ha TOBHIMICHHE HH()OPMUPOBAHHOCTH
poxuTenel neTei ¢ TMarHo3oM «Herpoomacromay o 3aboneBannu (nanee - «KondepeHmus»).

1.3. 3amaun Koudepenumu:

uKOe3 B 001acTu 3a00IeBaHMS,

NOMYJISIpU3alys peaOuInTaluH,

n30aBjIeHre OT MU(OB O JICYEHUH OHKOJIOTHYECKHMX 3a00I€BaHUH,

BBICTPaMBaHKE JUAIIOra MEX/Y MAIlMEHTaMH U BpadaMH,

MPEOCTABICHHE aKTyaJbHOW U OOBEKTHBHOW HMH(POPMAKK O BO3MOXKHOCTSX MEIUIMHBI IO JAUATHO3Y
«HelpobiacToma.

I1. Opranusarop, MecTo 1 cpoku nposeaeHust Konpepenuun.
2.1. Koudepennus npoxoautr B pamkax VII Illkona mo JMarHOCTHUKE W JICYSHHIO IMOPHUOHAIBHBIX OIMYXOJEH,
npoBoaumoit HMUIL ATOU um. Imutpus Poragesa 7 - 8 okTs10pst 2022 roza.
2.2. Opranuzaropom Kondepenuun spisercst brmaroTBoputenbHbld (OHA NMOMOIIM JIIOASM C JAWArHO30M
«HerpobIacToMay U WieHaM uX ceMel « DHOM» (nanee - «DoHIY).
2.3. Mecto nposeaenus: HMULL JITOU um. JImutpus Porauesa r. Mocksa, yin. Camopsl Mamena, 1. 1
2.4. OHnaiiH TpaHCISIMS MEPONPHSITHS ITpoiiaeT Ha caiite www.fnkc.online.
2.4. Tara npoBeaenus: 08.10.2022.
2.5. Bpewms nposenenus: ¢ 09:00 go 18:00.

II1. Onucanue ¢popmara Konpepenuun.
3.1. Kon¢epeHuuss BKIOYAaeT BBICTYIUICHHS BEAYIIMX OSKCIEPTOB IO JIHAarHO3y «HeWpoOmacToMa» M ApPYrux
crienuanu3anui (nanee - « Cnukeps», a 1o OTASIBHOCTH - «CIIIKep»).
32. K ywactuio B KoHpepeHIMH mpuriamaroTcs IFOOA C JTUATHO3OM «HeiipoOmactomMa» B aHaMHe3e,
pOIUTENN/OTIEKYHBl ¥ WICHBI CEeMEH JIofell C JUarHo3oM «HeWpoOmacTomMa» B aHAMHE3€, COTPYIHHUKH
HEKOMMEPUECKHX OpTaHM3allMi, Bpadd U MEJULMHCKAN IepcoHal KIMHHUK (Hamee - «Y4YacTHHKH», a IO
OTIENBHOCTH - «YYaCTHHK»). YYaCTHHUKAaMM CUMTAIOTCS BCE JIIOAM, oceTuBIIre Kondepenuuro, 1axxe eciau OHU He
npouuty nporecc perucrparuu (m.4.1 TlonoxkeHus), a Takxke 3aperucTpupoBaHHble Ha caiite www.fnkc.online u
NpOCMaTPHBAIOIIUE OHJIANHH TPaHCIIIUIO BhICTyTUIeHHH CrinkepoB B pamkax KoHdepeHiun.
3.3. JIMMUTOB O KOJIMYECTBY YUAaCTHUKOB HE YCTAaHOBIJIEHO.
3.4. Bo3pactHoe orpaHudeHue s Y YaCTHUKOB — HE MoJioke 18 e,
3.5. Tlocne HnayuHo#t wactu KondepeHuun Oyner opranm3zoBaHo nurtanue (koge-Opeiik, ¢ypuer). Bo Bpems
Kongepeniun YuacTHrKaM OyleT TOCTyIIHA TUThEBas BOJA.
3.6. HMUILI JI'OU um. Omutpus Poragesa r. Mocksa, yia. Camopsl Marena, a. 1 (ganee — «llenTp») npuHIMaeT
Mepbl, HalpaBleHHble Ha mpeaynpexacHue pacnpoctpaneHuss COVID-19 mpu opraHuzanuu M THpOBEACHUU
Kongepenuuu. IpucyrcrByrommne YuactHuky, CHHKEpbl, OpPraHW3aTOpbl W TEXHHUYECKHH MEepPCOHan OO0s3aHbI
coOonath mpaBuia U TpedoBanus LleHTpa.
3.7. Yuactue CriMKepoB OpraHU3yeTcsl Ha OECIUIaTHOH OCHOBE WJIM Ha IUIATHOH OCHOBE ITOCPENCTBOM 3aKIIOUCHUS
JIOTOBOpa. YCIOBHUS JOTOBOPA OMPENESIOTCS B UHAUBUAYAIBHOM HOPSIIKE.
3.8. Kondepennusa mposomurcs 3a cuer cpeactB @onma. Ilnara 3a ygactue B Kondepenunu ¢ YyacTHHKOB He
B3MMacTCsl.


http://www.fnkc.online
http://www.fnkc.online

3.9. Ha Kordepenunu ocymiecteusercs (GoTo- ¥ BUICOCheMKa 0€3 OTpaHIICHUH.

3.10. INpuaumas ydactiie B KoHdepeHImH, BH comamaereck ¢ TeM, uro @oHx mMeeT mpaBo 0e3 orpaHMYeHHNA
WCIIONB30BaTh IMOTyYeHHbIe MM Bo Bpemsa Kordepenumn ¢orto- u BupeomarepHuaibl, CTON-Kagpbl, TEKCTHI
KOMMEHTapHEB U BOIIPOCOB 110 CBOEMY YCMOTPEHHUIO B PAMKaX YCTaBHOM JESITENBbHOCTH.

IV. Peructpanus Y4acTHUKOB M TPeBeJ-IPAHTHI.
4.1. OuHoe yyacTHe:
4.1.1. 3asBkm Ha ouHOoe yuactne B KoHdepeHnmn momarorcs Ha caiite DoHma MO  CCBUIKE
www.neuroblastoma.help/parent-conferences/8-10-2022 myTeM 3amoNHEHHS CIEIHATBFHONH (DOPMBI PETHCTPALINH.
®onx obecrieunBaeT MPOXOI Ha TePpUTOpHIo MecTa poseneHns Kondepennun (11.2.3) Y9acTHHKOB, MPOIICAIITINX
peructpanuio Ha caiite @onna. OctaibHbIe YUYaCTHUKU 00€CIIEUUBAIOT MPOXOA K MecTy npoBeneHus Kondepenmu
CaMOCTOSITENIBHO.
4.1.2. DrnekTpoHHAasl PErHCTpalldsl Ha OYHOC y4yacTue YuacTHHKOB KoHdepenuuu 3asepiiaercs B 23:59 mo Mck
Bpemenu 02.10.2022 rona.
4.1.3. damunus, UM M OT4ecTBO (IPH HAIMYMKM) YYaCTHHKA, yKa3aHHbIE UM NpPU PETHCTpallid Ha cairte
www.neuroblastoma.help, JOJKHBI COOTBETCTBOBAaTh MAacIOPTHHIM AaHHBIM. B TpPOTHBHOM ciy4ae Y4acTHHKY
MOXeT OBITh OTKa3aHo B pomycke Ha Teppuroputo HMULL AT'OU nm. Imutpus Porauesa.
4.1.4. VYyacTHUKaM, SBISIONIAMCS PONUTEISAME/ONCKYHAMH W WICHAMH CEeMeH Jromed ¢ JAMarHO30M
«HelipobacTomay W BpadaM U3 peruoHoB Poccuiickoit ®denepanmu (kpome MockBbel 1 MoCKOBCKO# oOmacTw),
@oHIOM mpeanaraeTcsi BO3MOXXHOCTH IOJNYYHTh MAaT€PHUAIbHYIO IOMOIIb Ha TPOE3A W/WIM TPOKUBAHHUE IS
yaactus B Kongepenmmu (nanee - « Tpesen-rpant»)
4.1.5. 3asBKHU Ha Tpesen-rpant TTOJIAOTCS Ha caiite donna 1o CCBIITKE
www.neuroblastoma.help/parent-conferences/8-10-2022 myTem 3anoiHeHHs CrIEHHaIbHONU (OPMBbI pETUCTPALIUH.
4.1.6. @oHnx paccMaTpuBaeT 3asBKM M ONpenesieT CHHCOK Ioiyd4areneil TpeBei-rpaHToB. KomngecTtBo
TPEBEJI-IPAHTOB OTPAHHYCHO U ONpeeIsieTCs] UCX0s U3 (PMHAHCOBOM Bo3MOkHOCTH DoHJa.
4.1.7. B pamkax TpeBen-rpanta OIIauMBaeTCs MPoOe3. 10 ropoja MockBa (aBTOCTaHIIMsS, BOK3aJ, a9POIOPT U T.1.).
Tpancdep no mecra mposerenust KoHdepeHImn/oTenss y4acTHUK, MONXYyYMBINMH TpeBen-rpaHTt, obecrieunBaeT
CaMOCTOSITENIBHO.
4.1.8. TIpoxuBanue B paMkax TpeBen-rpaHTa mpenocrasisercd B oTelsix «Camor» mimm «Actpyc», 1 Mecto B
JByXMECTHOM HOMEpE KaTeropuH CTaHAapT mim koM¢popT. Bpornposanue ocymniectisiercs: corpyaankamu @onma.
4.1.9. VYwuyacTHukW, momyduBIIHE TpeBel-rpaHT, OOA3YIOTCA 3allONHUTH 3asBICHHE Ha IPEJOCTaBICHUE
071aroTBOPUTENIFHON MAaTepHaIbHOW IIOMOIIM M MPEIOCTABUTH JOKYMEHTBI, HMOATBEP)KAAIOIINE IPOE3I H/HIN
MIPOXKMBAHKE: KOMUSI MPOE3THOTO JTOKYMEHTa, OPUTHHAI MOCAJZ0YHOTO TajJo0Ha (B Clydae aBHAIlepesieTa), OPUIHHAI
cueTa U3 OTeJIs M YeKa 00 OIlIaTe MPOKUBAHUS.
4.1.10. TpeBesn-rpaHT BbIIUIAYMBACTCS TIOCKE 3aBepuieHUs KoHepeHIMH B CPOKH, YCTaHOBJICHHBIE JIOTOBOPOM
671aroTBOPUTEIBHOTO MOKEPTBOBAHUS, 3aKITIOYCHHBIM MEXTy DOHIOM U YYaCTHUKOM, MOTYYMBIINM TpeBen-rpaHT.
4.2. Onjaiin yyacrue:
4.2.1. Peructpanus ydactus B Kondepenuuu ocymiectisercss Ha caiite www.fnkc.online myteMm 3amoiHEHHUsS
CIeLaIbHON (POPMBI PErUCTPALIUH.
4.2.2. ®opma peructpanuu eauHa st VII [konpl mo ITUATHOCTUKE W JICYCHUIO SMOPHOHAIBHBIX OIMYXOJICH U
«Heitpobnactoma: VII Exeromnas xoHdepennus OuOm». [ns peructpaumun Ha KondepeHumio B rpade
«IOIDKHOCTB)» Y4JacTHHKaM HeoOxoaumo ykazats «Hb-poautensy, B rpade «Ha3BaHHE OpraHu3anum - « JHOM.
4.2.3. @amunusg, UM W OT4eCTBO (IpM HAJIMYMM) YYacCTHHKA, YKa3aHHBIE WM IIPU PETUCTPALMH, JIOJKHBI
COOTBETCTBOBATH MACTIOPTHBIM JIaHHBIM.

V. YcaoBusi u3MmeHeHus1 M1 orMeHnbl Kondepenuuu.
5.1. Kondepenuuss Moxer OBITh OTMEHEHa, JIHOO B ee (GopMar MOTyT OBITH BHECEHBI M3MCHCHHSA, IO MPHUYHHE
BO3HUKHOBEHUS YPE3BHIUAIHBIX, HENPEIBUACHHBIX M HEMPEIOTBPATUMEIX OOCTOSATEIBECTB, KOTOPEIE HENb3s OBLIO
Ppa3yMHO OXHIATh, TNO0 M30eKaTh W MPEOIO0IETh, a TAaKXKe HAaXOAAIINXCS BHE KOHTpoist PoHza.
5.2.1lpu HACTYIUICHHM WM TIPH YTpo3e HACTYIUICHHS BBHIIIEYKa3aHHBIX OOCTOSATENBCTB, BCIEACTBHE YeTro
Koncdepenmus moqiexut oTMeHe THO0 N3MEHEHHIO, 3aperHCTPUPOBABIINECS Y YaCTHUKH, YBEIOMIISIFOTCS ITCEMOM
Ha AJIEKTPOHHBIN aJ]pec, YKa3aHHbIN B MIPOLIECCE PETUCTPALIUH.

VI. 3aka0unTeIbHbIE MOJI0KEHUS.

6.1. Hacrosmee Ilonoxxenne sBisieTcs opUIMaIbHEIM ojoxeHueM o Kondepenmnu, myomukyercs Ha caiite @onna
mo cceutke www.neuroblastoma.help/parent-conferences/8-10-2022 u 00si3aTeNbHO Ui O3HAKOMJICHHS BCEM
Vyactaukam Koudpepenuuu. VYuactie B KoHdepeHInH o03Ha4aeT comlacMe CO BCEMH IIYHKTAMH JaHHOTO
ITonoxxeHus.

6.2. Cnyyau u cUTyalluH, He ONHCaHHbIe B JaHHOM [lomoxxeHuu, paccmarpuBaroTcsi @OHAOM B MHIUBUAYAIHEHOM
HOPSJIKE C YYETOM HOPM (heiepaibHbIX, perHOHABHBIX, MyHUIIUIAIBHBIX TPABOBBIX aKTOB.

6.3. ®onx ocTaBusAeT 3a COOOH MpaBO BHOCHTH M3MEHEHH B HacTosmee [lomoxeHue.



