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baarorBopuTtebHas NporpaMMa NoMoOIIM JIULAM
¢ muoauctpodueii {romenna/bekkepa

1. O0mue nosokeHNst

1.1. BrarorBopuTeNbHas IPOrpaMMa IOMOIIH JIMIaM ¢ MuoaucTpodueit Jrommenna/bekkepa (nanee —
[Iporpamma) peanuzyercst bnarorBoputensubiM Gponaom «l oprei» (nanee — @oHI) IpU NOAAEPKKE
(bu3uUecKUX U IOPUINYECKUX JIULL.

1.2. Ilporpamma HampaBjieHa Ha pa3BUTHE BCEX BUIOB ITOMOINU IMallHCHTaM C MHOIHUCTPOQHUEit
Miomenna/bekkepa (nanee — M/1/1/B), a Takxe peanuzaunio HHPPACTPYKTYPHBIX IPOEKTOB, KOTOPHIC
CIocoOCTBYIOT co3aHui0 3O PEeKTUBHOMN crcTeMbl moMoliu nanuentam ¢ MJ1/B.

2. Hean Iporpammel

e conuajgbHas TOMJEpKKAa ¥ 3aIlluTa TpakIaH, B TOM YHCIE JIAIl C MHOAUCTpOdueit
Hromenna/bekkepa, a Takke WICHOB MX CEMEH, BKJIIOYAsh COACHUCTBUE MOIYUYCHHUIO HEOOXO0IUMOMN
MEIUIIMHCKOH, COIIMAIIbHOMN, IICUXOJIOTHYECKOM, NH(OPMAITMOHHOW U MHOH TIOMOIIY;

® COJCHCTBHE IEATEIBHOCTH B cepe NMPOQUIAKTHKH W OXPaHbl 30POBbS TPaXKAaH, a TaKKe
MpoIaralasl 3J0pPOBOT0 00pa3a KM3HH, YJIYUIICHUS MOPAIbHO-IICUXOJOTHYECKOTO COCTOSHHUS
TpaxaaH;

® COJEHCTBHS IEATCIILHOCTU B chepe 00pa3oBaHus, HAYKHU, KYJIbTYPhI, IPOCBEIICHHS;

® MOJICPXKKHU U YKPEIUICHUS CEMbH, €€ POJIM B OOIIECTBE;

® COJICHCTBHUS JTOOPOBOJIBUECKOM (BOJIOHTEPCKOM) W OJArOTBOPUTEILHOU JCSITEIBHOCTH, B TOM
YHCJIe BOBJICUCHMSI IIUPOKOTO Kpyra (PU3NYECKUX W IOPUAMYCCKUX JIUI[ B OJArOTBOPUTEILHYIO
JIESITENbHOCTD.

3. Yuactauku IlporpamMmmel

3.1. YyactHuKamMu (01aromoryqaTensiMi) BRICTYTIAIOT:

o (usuueckue nuia, crpanarornme MJ1/1/b, a Takke UX CEMbH U 3aKOHHBIC TIPEACTABUTEIIN;

® HEKoOMMepYecKHe OpraHu3alliy, B TOM YHCiie MEAULIMHCKNE U UHbIE YUPEXACHUS U OpraHU3aIui,
OKa3bIBAIOIIHE TIOMOIIb U TIOAIEPKKY Jintiam, crpanatormm MJIJ1/b.

3.2. B pamkax peanuzaiuu [Iporpammer @oHA OCymIECTBIAECT COTPYAHAYIECTBO C OJIarOTBOPUTEISIMH

(>xepTBOBaTeNISIMM), POCCUHCKUMHU U MHOCTPAHHBIMHU OpTaHU3alUSAMH, OKAa3bIBAIOIIMMHU IOMOIIb B

pelIeHNH COLMAalbHBIX MpobjeM oOmecTBa, a TakXKe OKa3bIBAaeT COACHUCTBHE MAapPTHEPCTBY

HEKOMMEpPUYECKHX OpraHu3anuii, OjaroTBopuTenel, OM3Heca M TOCyAapcTBa, B TOM YHWCIE ITyTeM

MOOIIPEHUS! W TMOANEPKKM HMX YyYacTHs B OOLIECTBEHHO II0JIE3HOH U  ONaroTBOPUTENIbHON

JESATENBHOCTH.

4. Cpoxu peanusauuu IIporpammel

4.1. TIporpamma peanusyercs ¢ 01 suBapst 2025 r. u nedicTByeT a0 npuHsATHs pemeHus: CoBeToM
®onpa o 3akpeiTuu [Iporpammel. Otansl peanuzanuu [IporpaMmsl codeTaroT HUKIMYHBIA ¥ Pa30BbIi
(hopMatsl OCYIIECTBICHNSI MEPOIIPUATHIH, YKa3aHHBIX B pazaeine 6 IlonoxxeHus.



5. I'eorpa¢mus IlporpamMmmbl
5.1. TIporpamma peamusyercsi Ha Teppuropun Poccuiickoit denepanuu 1 3a ee mpeaenaMu (B TOM
gucie B MIHTEpHETE).

6. OcHOBHbBIEe MepONIPUATHS U 3TaNbI peaausanuu IlporpamMmmbl

Otanbl peanuzanuu [IporpaMMbl coueTarOT LUUKIMYHBIA M Pa3oBbIH (OpMaThl OCYLIECTBICHUS
MIEPEYHCIICHHBIX HIKE MEPONPHUSATHI B 3aBUCHMOCTH OT HANWYHS (UHAHCUPOBAHUS /WM PEUICHUS
[Ipesunenrta. IlnaH-rpaduk OCYIIECTBICHUS KOHKPETHBIX MeponpusaTuii IIporpaMmbl  MOXKET
YCTaHABIMBATBCS COOTBETCTBYIOIIMMHU JIOKAJbHBIMH HOpMaTWBHbIMM akTamMu Ponpa. Ilopsmox
y4dacTHs Onarormoiryyareield ¥ WHbIX JHIl B Meponpusatusx DoHja pa3meniaercs Ha caiite Dona.

6.1. Opranmzanus WHPOPMATUOHHO-KOHCYJIBTALIHOHHOTO  CONPOBOKACHUS,  MEAUIUHCKOTO
WHQOPMHUPOBAHHS, TICUXOJIOTHYECKOW TOJJICPKKH, PABHOTO KOHCYJIHTHPOBaHUs, OOy4YeHHs,
AHKETUPOBAHUS CeMeld ¢ JCTbMU, HUMCIOIIMMHU TpaxkaaHcTBO Poccuiickori @Denepanuu b0
MOCTOSIHHO TpoKuBaromuMu B Poccuiickoit @eneparyn, KoTopsiM OblT mocTasieH auarao3 MJI/1/b
MeHee rojia Ha3aja Ha MOMEHT BeTymieHus B [Iporpammy.

6.2. OpraHuzanys TNCHUXOJIOTMYECKON IMOIIEPKKH, IOPUANYECKOM MOANEPKKH, WHPOPMALUOHHO-
KOHCYJBTAIIMOHHOTO  COINpPOBOXKJEHHWS,  PABHOIO  KOHCYJBTUPOBAHUA WM MEAMIMHCKOTO
WHQOPMHUPOBAHHS 3aKOHHBIX TIpejacTaBuTesiedl mamueHtoB ¢ MJJI/B u  coBeplieHHONIETHUX
nanueHToB ¢ M/I/I/b mo Bonpocam, cBs3aHHBIM ¢ AMarHOCTUKOW U JieKapcTBeHHOU Tepanueit MI/I/b,
0 MapIIPyTy ceMell U CTaHAapTaM KOMIUIEKCHOH Tepanuu 3aboseBanus, nonydenuio TCP, nepexony
U3 JEeTCKOW MEAMLMHBI BO B3pOCIyI0, O(QOPMIICHMIO WHBAJIMAHOCTH U TNAIMATUBHOIO CTaryca B
pekume TeneOHHOro pa3roBopa. 3BoHOK 1o PO GecruiaTHbII.

6.3. Pa3paboTka W mnpoBeacHHE OOYYaIOIIMX OHJIAMH-MEPONPUATUI I COooOIIeCTBa ceMeit
narmenToB ¢ MJIJI/b, a Takke MEIUIIMHCKUX M TIOMOTAMOIIUX CHEIHAINCTOB, MOCBSIIEHHBIX
pa3IMYHBIM aclieKTaM CUCTEMBI KoMIUIeKcHoW Ttepammu MJIJI/b m Hamiexamero yxoxa 3a
MareHTaMyd, ¢ [elblo  (QOpMHpOBaHHS  COOOIIeCTBa  poAUTENeH-apanpodeCCHOHANIOB,
KOMIIETEHTHBIX B 3200JIeBaHUM M CIIOCOOHBIX Ka4eCTBEHHO IPEACTaBISATh MHTEPECH MAIMEHTOB B
MEIUIMHCKHX, METUKO-COLMANIbHBIX, 00pa30BaTeIbHBIX U APYTUX YUPEKACHUAK, a TAK)KE BOBPEMS U
WH(GOPMUPOBAHHO TPUHUMATh HEOOXOJHMMEIE pEIIeHHs M0 3I0pOBBI0 pedeHKa, YBEPEHHO
JIEHCTBOBATh B OKCTPEHHBIX CUTYAIMSIX M OCYIICCTBISITH €XKCIHEBHYIO (H3MUYECKYIO TEpaluio U
pCabUIUTALINIO HA JIOMY.

6.4. Opranuzanys ¥ IpOBEICHUE MEPONPUATHA U UHIWBHUIYAIbHBIX KOHCYJIbTAlUH, HAIPABICHHBIX
Ha OKa3aHHE IICHXOJIOTHYECKOH TIOMOIIM 3aKOHHBIM TNpEJACTaBUTEISAM mnaiueHToB ¢ MJIJ/B,
moxpoctkaM M MononbiM B3pocibiM ¢ MJIJI/b. Ilomomp oxa3eiBaeTcss mpuBiedeHHBIMH DoHIOM
CIIeIaINCTaMH U OPTaHU3aLUSAMHU.

6.5. Pazpaborka mporpaMMHOro oOecriedeHusi, XpaHeHue cOop, o0OOIICHMEe, aHAU3 U Iepeaaya
KIIMHUYECKUX CBENEHUH W JaHHBIX, TOJIYYEHHBIX B pe3yjibTaTe KIMHHYECKOTO O0OCIeT0BaHUI
MAaIUEHTOB C MEHETHYECKU MOATBEPKACHHBIM AuarHozomM MJIJI/B (MyTaumel B reHe auctpoduHa:
MaTOr€HHBI BAapUAHT, BEPOSATHO MATOTECHHBIM BapHAHT, BAPUAHT C HEONPEIEICHHONW KIMHUYECKOH
3HAYUMOCTBIO) C TIeNbI0 co3/aHus u BeAenns Perucrpa mammentos ¢ M/IJI/b (manee — Peructp) kak
CHCTEMBbl KOMILIEKCHOTO B3aUMOJICHCTBUS C CEMBSIMH U IMHAMHYECKOTO HAOJIIOJCHUS 32 TallMeHTaMH
[0 psAAy YCTaHOBJIEHHBIX DOHAOM NapaMETPOB, OTPAKEHHBIX B AHKETE, KOTOPYIO 3aIllOJHSIOT
3aKOHHBIE MPEJICTaBUTEIH MMallEeHTOB.

6.6. Pa3paboTka, opraHmW3amus W MPOBEJICHHE €KETOJHBIX BCEPOCCHUICKUX BpaueOHO-TAIMEHTCKUX
koH(pepermuit mo MJJI/b B THOpumHOM dopMaTe W PETHOHATBHBIX Bpav4eOHO-TAIMEHTCKAX
koH(pepeHIIUH B cyOwbektax Poccuiickoit ®exepanuu Uisi TOBBIMICHUS  OCBEIOMICHHOCTH
YUPEKACHUN 30paBOOXPAHEHUS, MEIUUMHCKUX M IOMOTaloluX CHELHAIMCTOB O CTaHIapTax H
JYYIIUX TPAKTUKAaX paHHEH JUAarHOCTHKM U KOMIUIeKCHON teparmu MJIJI/b, moBbIieHne



WHPOPMHUPOBAHHOCTH MEAUIMHCKOTO M MAalUEHTCKOr0 COOOLIECTBA O COBPEMEHHBIX BO3MOKHOCTSIX
KoMruiekcHor Teparmu MJ1J1/b.

6.7. Opranuzanus, NoajgepXka W (QUHAHCHPOBAHHE HAyYHO-HCCICAOBATEILCKOW ACATENBHOCTH, B
obmactu wmuoaucrtpopun Jromenna/bexkepa, BKiIOYas HCCIEAOBAaHMS, HampaBiCHHbIE Ha
COBEPILICHCTBOBAHUE METOJOB  JIMarHOCTHKH, JIEYEHHs, peadWIMTalud U MEAUIUHCKOIO
COINPOBOXIEHHUSI TAlMEHTOB, pa3padOTKy M HCCIEJOBaHUE IEPCIEKTUBHBIX JIEKAPCTBEHHBIX
[IPENapaToB, MEAUIUHCKUX TEXHOJIOTUH M MHBIX MOAXONO0B. B pamkax manHoro meponpusitus OoHp
BIpaBe BHICTYNAaTh MHUIMATOPOM, OPTaHU3aTOPOM, 3aKa3uMKOM M (WiM) (UHAHCOBBIM, HKCIIEPTHBIM
MapTHEPOM HCCIIEIOBaHWM, MpHUBJICKATh Hay4HbIe, O0Opa3oBaTeibHbIC, MEIUIHMHCKUE M HHBIC
OpraHu3allid M CHELUAINCTOB, a TaKKE HECTH CBA3aHHBIE C UCCIEIOBAaHUSIMU pacxojbl Ha
BBHINMOJIHEHWE paboT, OKa3zaHWe YCIyr, HOpUOOpeTeHHEe MaTepualioB, OOOPYAOBaHHMS M HHBIX
HEOOXOJMMBIX PECypcoOB, TMOJATOTOBKY, aHalu3, MyOJMKalMi0 W BHEJIPEHHE pPe3yJIbTaToB
HCCIEA0BAHUMN.

6.8. CopneiictBue BHEAPEHHIO APQPEKTUBHBIX MEAMKO-COLMANBHBIX IPOrPaMM TOCYAapPCTBEHHOTO
comnpoBoxieHust nanuenToB ¢ MJIJI/b, a Takxke perynspHoe B3aUMOJCUCTBHE C YUPESKICHUSIMH
3PaBOOXpPAHEHUs M CIIOCOOCTBOBAaHUE PA3BUTHIO CUCTEMBI TOCYJAPCTBEHHONW MEAUIIMHCKON TOMOIIN
U yXolla B COOTBETCTBHM C moTpeOHocTsmMu mauueHtoB ¢ M/IJI/b pexoMeHmanmusMu akTyaabHBIX
Hay4YHBIX HaHHBIX 0 MJIJ1/B.

7. Brogxer IIporpammbl
7.1. Ilpeamonaraemble MOCTYIUICHUSI U IUIaHUpYyeMble pacxoisl mo Ilporpamme yTBep:kKAarOTCs
Cosetom @oHJa B pamMKax rojjoBoro 6romkera GoHpa.

8. PacnpocTrpanenne nndopmanum o peanusanuu Ilporpammel

8.1. ®oHx ocylIeCTBISET MPOBEICHHE MEPOTPHUITUHN, CBI3aHHBIX C OCBELICHUEM, MPOJBHKEHUEM U
NOMyJISIpH3aledl IesTeIbHOCTH B paMkax [IporpamMMbl, B TOM YHcie NMyOJIMKAIMIO JTOKYMEHTOB
[Mporpammel, or4yeroB, uHpOpMamuu O pa3Mepe COOpaHHBIX NOXXEPTBOBAHMH, a TaKKe O
IUTAHUPYEMBIX ¥ TPOBEACHHBIX MEpONpUATHAX Ha oduuuansHoM caiite ®onpa (https://dmd-
russia.ru/), B COIMAIBHBIX CETAX, @ TAKXKE MHBIX KaHAJIaX KOMMYHUKAIIH.

9. 3akpsoiTue [IporpamMmmbl
9.1. 3akpertue IporpamMmel ocymiectBigercs no pemenuto Cosera @onpa.
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