IIJIAH PABOTDI Beepoccuiickoro oomecrsa remopuiaun Ha 2023 roa

Heanb Meponpusitust Cpox OTBeTCTBEHHBI Mpumeyanue
e
1. PABOTA HA ®EJEPAJIBHOM YPOBHE
1.1. Jleyenue u JiekapCTBEHHOE Ocyl1iecTBiieHHE KOHTPOJISI 3a pealu3anueld B | B TCUCHUE Kynés, MOHUTOPHUHT
obecrieueHrne OOJIBHBIX TeMODHIIHEH permonax mnporpammbel 14 B3H  (B3pociwie | Tona wiensl LI, OCTaTKOB B anTeKax;

narueHTsl) u padoroit ponna «Kpyr nobpa» (nertn).
CoBmecTtHas pabora c Bceepoccuiickum coro3om
[AMEHTOB 10  BOIPOCY  JIONOJHUTEIBHOIO
¢unancupoBanus nporpammel B3H

[leperoBoppl ¢  peruoHaIbHBIMU  OpraHaMu
3IpaBOOXPAHEHUSI O COJICHCTBUU B OOeCIeYeHUU
pernonanpubix JIIIY (dakropamu cBepTHIBAaHUS
KpOBH, HaJlQ)KMBaHUS J1a0OpATOPHOM TUATHOCTHKHU
BPO’KJCHHBIX KOATYJOMATUH.

[IeperoBopsl O YTBEPKACHUIO HOBBIX KIMHUYECKHUX
peKOMEHIalui U CTaHIapTOB JICUEHUSI.
[IeperoBopsl mo usMeHeHuw aeicrByrommx KCI'
OMC u pernonanbpibix Tapudos OMC.

npesuaeHTsl PO

IIOMOIIb MMarmucHTamM
C MOBBIIICHUEM
J03UPOBOK

1.2. PaGoTta o JOHOPCTBY KPOBU Pazpaborare mucemo (oOpamenue) BOI' k| k 20 anpens u Kpixemenenckas
HallMOHAJIbHOMY M BCEMUPHOMY JHSM JOHOpA. K 14 urons Kynés
Yyactue B MEpONpPUSTHAX, MTOAJEPKKA JOHOPCKUX | B TEUECHUE ['myxoBa
aKIUH. rojaa [Tomuuryk
1.3. Pa3paboTka 1 BHEpEHHE [Ieperosopsl ¢ M3 P®, penepanbHbIMU JIeYEOHBIMH | B TEUEHUE TOfa Kynés
roCy/IapCTBEHHOTO PETUCTPA LEHTPaMH O KOOPJMHALMHN paboThI CO3JaHUs TOC.
OOJILHBIX C HACJIEICTBEHHBIMU KJIIMHUYECKOTO PETUCTpa.
KOaryJonaTusiMu
1.4. [1oBbilIeHNE JOCTYITHOCTH [leperoBopel ¢ denepadbHbIMU BJIACTIMH O Kynés Cosmectro ¢ BCII

6esunTepdepononoii Tepanuu XI'C
JUTsE OOJIBHBIX C HACIIEACTBEHHBIMHU
KOAaryJIonaTUsIMH

peanmmzannu B cdepe nedenus XI['C mopydeHuit
Npe3UEHTa Poccnn 51 Pacniopsoxenus
[IpaButensctBa PO ot 2 HOos0pst 2022 1. Ne 3306-p

B TCUCHUC roja




«O0 yTBepKJIEHHH TJIaHA MEPONIPHUATHIA IO OOproOe
C XpOHMYECKUM BuUpyCHbIM renatutom C Ha
tepputopuu PO B nepuon 1o 2030 roxar.

2. IlepepaboTtaTh TUTAaH JEUCTBUH PETHOHATBHBIX
opranuzanuii BOI" no neuenuto XI'C HIT BOT,

3. Peamumzanus pernoHasbHbIMU opraHusamusmMu BOTT Jybununa
maHa aevictBuit o seueHuto XI'C.

4. TleperoBopsl €  pErHOHAIBHBIMH  OpraHaMU PO BOT,
3/lpaBOOXPAHEHUS O HA3HAYEHUM IallUEHTaM OKPY>KHBIE
6e3unTepepoHOBOIl Tepamnuu. IPEACTABUTENH

1.5. Pabora 1o 3amuTe mpas 1. TIpoBeneHue MIKOJ MAIUEHTOB B T€UEHUE TOJIa PO BOI,
naruenToB ¢ MTII 2. IleperoBopel C  pErdOHAIBHBIMH  OpraHaMu ynens! L1
3/1paBOOXpaHEHUS, pearupoBaHue Ha Kynés,
WHUBUAYaTbHbIE OOpAICHHS MAallUEeHTOB. JyOunuHna,
3. Iposenenue 1X Beepoccuiickoro ¢opyma UTII. OKTSIOpb [Tonunryk
1.6. Canaropuo-kypoptHoe neuenue |1l. CopnelicTBue caHATOPHO-KYpPOPTHOMY JIEUEHHUIO U | B TE€YCHHE roja PO BOI,
U peadmmTaIus peadMINTAIIMN B PETHOHAX. yiensl L1
1.7. Menuko-counanbHas 1. TlpoBemeHue  pa3bACHUTENBHOM  pabOTHl MO | B TEYEHHUE Tofa Kynés,
skcnieptuza (MCDO) peamm3anmu  Knaccudukanuiik. ©u  KpUTEpUCB JyOunuHa
OTpe/ieNIeHUs] WHBAJIUJAHOCTH: TPOMOOIIUTOIATHH,
remoduus, UTII.

2. IlpoBeneHue paOOTHI 1O BHECEHHIO M3MEHEHUH B
Knaccugukanuu c nenpro yopaTh OIIMOKH TEKyIIEH
penaKuuu.

3. TlpoBeneHne  pa3bSICHUTEIBHOW  PAOOTHI  TIO
(denepanbHBIM U PErHOHATBHBIM JIBTOTAM.

4. OO6uoButh namaTky BOI' mo MCD B wactu nopsizka
nposenenuss MCO

2. OPTBOITPOCBHI BOI'
2.1. Pabora LI1 1. TIposenenue perynspubix 3aceaanuii L{IT BOI €XKEMECTYHO wiens! L1 B OHJIaiiH (opmare

2. Co3pganue pabodeil TPyMITBI IO MOJIOAEKHOM

TTOJIUTHKC




2.2. Tlognep:kka pernoHanbHbIX
opranuzamui BOI'

ObecnieueHne pervoHaNBHBIX opranuzanuii BOI
MIPaBOBbIMU, OpraHU3alMOHHBIMU u
METOAMYECKUMU MaTepualamMu.

[louck nui a8 cO31aHUST HOBBIX PErMOHAIBHBIX
OpraHu3aIuim.

OrtnpaBka AKTUBUCTaM HEOOX0IUMOK
JOKYMEHTAllMW ISl CO3JIaHUsl  PErHOHAIbHOM
opranu3zanuu BOI'.

Pabora mo akTHBM3aMU WU KOOPJAWHALIUU
NEATEIbHOCTH PErMOHAJIBHBIX OpraHu3aluil U
PACUIMPEHUIO WICHCTBA B HUX.

ConelicTBUE CO3JaHUIO PETMOHAJIBHBIX KOATULUN
BCII u perunonanpapix COBETOB MaIMEHTCKUX
OpraHu3aIui.

Oxkazanue COJICHCTBUS B IPOBEJCHUU
PETHOHANBHBIX MEPONPUATUN (IIKOJBI, KPYyTJble
CTOJIbI, CCMHHAPBI, KOH(EPCHIIHH).

B TCUCHUEC roja

yiensl LI

2.3. IlarueHThl U POJUTEIIN ACTEH C
remModminei, 6071e3HbIO
Bunnebpanna, UTII

=

Opranu3zanus aapecHoi paboThl C CEMbsIMHU.
Oxkazanre nHHOPMAMOHHON TOIACPKKU / 0COOBIH
KOHTPOJIb NAI[IEHTaM 1 POJUTENSIM JAeTel ¢ HeTaBHO
YCTaHOBJICHHBIM AUArHO30M.

Cozmanue  peruoHanbHBIX  TPYMNI  B3aWMHOM
IIOIEPKKHA B MECCEHIKEPAX.

[ToarotoBuThs K WH3AaHUIO OpolIIOpy O OONE3HU
Bunebpanna.

B TCUCHHUC Iroga

PO BOI,
uyinensl LI1

2.4. JleTn — MOJPOCTKH - MOJIOAEKD

PazpaGoTrka mporpamMMm 3aHATHH C  JE€TbMH-
MIO/IPOCTKAMHU-MOJIOZIEKBIO 110 OOYUYEHMIO JKU3HU C
JMarHo3oM remopuius, 6ose3npto Bunnebpanna.
[IpuBneuenne MoJOAEKM M3 YKCIAa MAUEHTOB K
pabote B BOI' B kauecTBe BOJIOHTEPOB.
Koopaunarms pabotsl Mosonéxuoro kiryoa BOI'.

B TCUCHUC roja

PO BOI,
uynensl {11

2.5. BOOHTEPHI — aKTUBHUCTHI

Opranuzanus padOTHl MO TOWUCKY H TOATOTOBKE
BOJIOHTEPOB.

Opranuzanus peryjasipHbIX OHJIAHH BCTpE4Y C
BOJ'IOHTépaMI/I N aKTUBUCTaAMMU.

B TCUCHUC roja

PO BOI,
ynensl L1




IIpoBenenne cemuHapa s aktuBucroB BOIT Apxuriosa,

«Kpoutbs Hanex st 2023». OCEHb Kynés
2.6. IloBblieHre KBaTU(UKATIH Ounblil TpeHuHT akTHBUCTOB BOI'. Cents0pb Kynés, Pewenue o
aKTUBUCTOB U pa3Butre BOI IIpoBenenne kypca oOydarolMX CEMHUHApOB U | B TEYEHHUE roja yiens! LI, npoeedeHUl 0YHO20

MOBBIIIEHUS YPOBHS paboThl akTHBHCTOB BOT'.

10 PACIHUCAHUIO
3aHSATHNI

npesuaeHTsl PO

mpenunea oyoem

NPUHAMO OMOENTbHO

2.7. CTyIeHTbl MEJUIIMHCKUX BY30B / Opranuzanus paboThI IO YCTAaHOBJICHUIO B T€UYEHHUE roja PO BOT,
OpIMHATOPBI KOHTaKTOB C MEUIIMHCKUMU By3aMH. yiiensl {11
[Ipurnamienue cTy1I€HTOB CTapIIUX KypCoB /

OpJIMHATOPOB HAa MIKOJIbI TeModummu, MTII.
3. DPUHAHCBI
3.1. Cmera BOI' Oo6ecneuenye BeinoHenns cmersl BOIN Ha 2023 B TE€YEHUE I0Ja LT,
roa: coop nHpopmanuu, IeperoBopkl, MOUCK PO BOI,
IPAHTOB HA YCTaBHYIO fesTeabHocTh BOT'. Kynés
4. AGOPMAIIMOHHAS NIOJIUTUKA
4.1. WEB-noptan BOI' 3amyck HoBoro caiita BOI https://hemophilia.ru/ u | 1 keapran 2023r. | [Tonumyk
€ro MpOJBM)KEHUE.
Perynsipuoe o6HOBIIEHHE pa3ienioB nmopTaia (ocoboe
BHUMaHHE HOBOCTSIM, IIPaBOBBIM JOKYMEHTaM, | B TEUEHHE Toja
aKTyaJbHOCTb MacIopTOB pEernoHaIbHBIX
opranmzanuii BOI).
4.2. Tlpoext XKuznub ¢ UTII . PerynsapHoe  oOHOBiIeHMEe  pa3fenoB  caifTa | B TeUEHHE roja [Tonmumyk,
https://itpurpura.ru/ u ero npoaBMKEeHUE. JyounnHa

. Perynspnas

. ITonroroBka TEKCTOB M MMMJIKEN JUIS PETYISPHBIX

nmyOnuKanui.
KOMMYHHUKAIMsI C  TMAIHeHTCKAM
cooOmiecTBoM B yartax u rpymnme BKonrakre.



https://hemophilia.ru/
https://itpurpura.ru/

4.3. ConnanpHble CETH, 1. TloaroToBka TEKCTOB M UMHJDKEH JUTS IyOJIUKAIIMA M | B TEYEHUE roja HOBOCTHOMH kaHai B Telegram
MECCEHIKEPbI peryisipHoe OOHOBJICHHE MaTEPHUalOB B COIICETIX https://t.me/hemophilia_russia
Tenerpam, BKonTakre, Aunekc [3enH, Annexc Kero. crpanuna BKonrakre
2. PerynspHoe oOHOBIeHHE O(DUIMATLHBIX KaHAJIOB https://vk.com/hemorussia
«Bcepoccuiickoe 00I11eCTBO reMopuInu SAnnexc /{3en
HEMOPHILIA RUSSIA» B YouTube, Rutube. https://zen.yandex.ru/hemophilia_russia
3. Perymsippas KOMMyHHKamus C  HAIMEHTCKUM kanan YouTube Bcepoccuiickoe
COOOILIECTBOM B YaTax M COLICETIX. obmectBo remoprmmmun HEMOPHILIA
RUSSIA
https://www.youtube.com/c/HEMOPHI
LIARUSSIA
4.4. IleyaTHble )KypHAJIBI U 1. TloaroroBka HOBOTI'O BBIITYCKa JKypHaJIa | B TEYEHHE roja JyOunuHa, Oxpy’KHbIE
CHelanu3upoBaHHas TUTepaTypa «T"emnbOpM» [Monumyk, npencraButenu u PO
2. TloaroroBka K W3JaHUIO: LEHTPAJIbHBIN IOJIKHBI
— Opomrtopa st 601pHBIX Brmebpanna; ouc MIPEJICTAaBUTh
— oOnosieHHas Opormropa «IIkona remodumimy, MaTepUabl JJid
— wuH(bOopMaIOHHAas TMCTOBKA 110 renartuty C KypHala
— KapTOYKa MalnueHTa Ha SMUIM3YMaoe;
— OTrpaHMYEHHBIH TUPaX 3-r0 H3AAHUS 110
nedyeHuo remopunnu BeemupHoit denepauyu
reMopuInu
4.5. OnnaiiH MeponpUsITUSs 1. IlponmomxkeHnue mporpamMmbel  BeOMHAapoOB ISl | B TEUEHHUE rofa [yOunuHa,
MalMEeHTOB U POJIUTENIEH HA aKTyalbHbIE TEMBI. [Monumyk,
2. Pa3Butne WH(OPMAIMOHHBIX TPOEKTOB B OHJIAWH LEHTPaJIbHBIN
¢dopmare  (pOIUTENBCKUN/MOJIOASKHBIA  KITyO, otuc,
MICUXOJIOTMY€eCcKasi TOCTHHAs, BCTPEUN aKTHBHCTOB, pervuoHaJIbHbIE
pPETHOHAJIBHBIE M BCEPOCCHICKME  OHJIANH PYKOBOIUTENN
COBEIIAHMS).
4.6. Undopmarmonnoe obecrieuenue (1. PaGora B COOTBETCTBMM € MeQWaruiaHOM / | B TEUEHHUE Tofa [Honumyk,
KaJleHJAapeM MEXIYHapOIHBIX M HAIMOHAJIbHBIX IEHTPATBHBINA
MMaMSITHBIX JaT: oduc,
— 17 anpenst — BcemupHblii 1eHb reModunuu pETHOHANBHBIE
- 20 anpens — HamnmonanbHbI J€HD JOoHOpa PYKOBOAUTCIIN



tg://resolve/?domain=hemophilia_russia
https://vk.com/hemorussia
https://zen.yandex.ru/hemophilia_russia
https://www.youtube.com/c/HEMOPHILIARUSSIA
https://www.youtube.com/c/HEMOPHILIARUSSIA

— 3 Mas — Jlenp ocHoBaHusi Bcepoccuiickoro
o01ecTBa reMopuInn

— 1 uroHs — MexyHapoIHBIN IEHb 3allUThI 1eTel

— 14 urons — BceMupHblii AeHb TOHOpa KPOBU

— 3-e BockpeceHbe uioHs — [leHs Menuka

— 28 utonst — BeceMupHblil 1€Hb renaTura

— 9 aprycra — [JleHb OCHOBaHUA TMEpPBOM
opranu3zanuu 6oapHbIX TeModunueit B CCCP

— CenTs0pb — HEenens ocBegomieHHocTr 00 UTTI

— 11 oxTs10ps — BcemupHsblii 1eHb TPOTUB 00N

— 20 oxTs16ps — Beepoccuiickuii nens UTIT

— 3 nexadps — MexayHapoIHBIN I€Hb HHBAJIH]IOB

— 28/29 ¢pespans — Jlens peaxkux 3a001eBaHui

[ToaroroBka mnpecc-penu3oB W NO3APABICHHUN OT

umern BOI' u pacceuika HMH(OPMAIMOHHBIX

matepuagoB B CMHM u BceM 3aMHTEpPECOBAHHBIM

JIMIIAM ¥ OpraHu3alysM.

NudopmannonHoe obecrneuenne PO BOIT myrtem

PeryJisipHOI pacChUIKU aKTyaJlbHOW MH(OPMALUH O

nestensHoct BOT™ (uepes ywat pykoBoguteneit PO

B Tenerpam u mytem e-mail pacceuiku voggroup).

[TonroroBka pernoHanbHbIMU Opranuzanusamu BOT'

AKTyaJIbHOM uHdopmanuu 0 COOBITHSIX,

MEPOIPHUATHAX Ha MeECTax Ul DPa3sMEIIEHHs Ha

noprasie BOT'.

4.7. «'opsruas muHUS» Obecnieuenue padboThl «I opsueit TMHUNY IS B TEYEHUE ToJa Jy6ununa,
narueHToB 8-800-550-49-21 LlenTp. oduc
4.8. Caiitel Becemuphoii ¢henepannn OtcrnexuBaHue akTyaJbHOM HMHQpOpMAIMM Ha | B TEUEHUE rojaa [Tonumyk
remodminu u EBponeiickoro caiitax BcemupHoll ¢enepanuu reMopwInU U
KOHCOpIuyMa remopuinuu EBporneiickoro Koncoprmyma I'emodunmu.
IToaroroska aKTyaJIbHON uHpopMaluy,
MH()OPMHUPOBAHKE O BaKHBIX COOBITHSIX.
4.9. BoicTaBouHas 1€ATEIbHOCTD Opranusanuss ¥  mpoBefeHHE  (POTOBBICTABKM | B TEUEHHUE roja Kynés,
«CBoOOma B IBIMXEeHHN» 00 aKTUBHBIX MOJIOIBIX [Tomuuryk

MarueHTax ¢ reMouinen




5. PETHOHAJIBHBIE M OBIIIEPOCCUIICKUE MEPOITIPUATUSA/CEMAHAPBI/KOH®EPEHIIAN

5.1. UudopmarnmoHHbIe CEMUHAPHI
g manueHToB «lI1kona
reMOp U

0o ~NOoO Ol WN B

1. IIpoBenenue cemunapoB «IlIkosa remopuanm».

Jlenunrpasckas 001acTh
Benukuit Horopon
[TerpozaBoack
Kanununrpan
Koctpoma
CMoneHCK
Boponex

benropon

bpsanck

MockBa

MockBa

Pecny6inka Kpsim (Cumdeponons u CeBacTorons)

Yeuenckas Pecrry6nuka (r. ['po3HbIit)
PocToBckas obnacth

Wnrymickas Pecry6nuka (r. Marac)
Pecry6nuka larecran (Maxaukaina)
Brnagukaska3 (CeBepnas OceTusi)
Kpacnonapcknii kpait

Camapa

Pecny6mka Mapuit 9 (r.Moukap-Ona)
CaparoB

Pecniy6niuka Y nmyptust (r.MxeBck)
[Tepmb

Pecrry6nuka Tatapcran (r.Kazanp)
Kypran

TroMeHb: mKoa FCMO(I)I/IJ'II/II/I

YenaOuHCK

B TCUCHUEC roja

OKTSOPB-1eKa0ph
CEHTAOPb-AeKadph
CEHTAOPh-/1eKadpb
HOSIOpb-/1eKa0pb
arpelb-uioJb
anpelib-uroJib
Mai-aBryct

MapT
CEHTS0pb-HOSIOPb
arnpeib-Mai
OKTSOpBb-HOSIOPb
MapT-aeKadpb
CEHTAOpb-AeKadphb
MapT-1eKadpb
Maii-ceHTI0pb
Mai-1eKadpb
Mai-nekadpb
CEHTSOpb-OKTAOPh
amnpesb-Man
MapT-HOSOpb
anpesb-CeHTAOpPb
anpesb-uloHb
Mai-CeHTAOPb
MapT-UIOHb
MapT-HIOHb

HUIOHb

aBIyCT-CEHTAOPD

ynensl 111,
PO BOT,
JlyOunmuHa,
[Tonuuryk
C300
bepesun

PO
KpxemeHeBckas

ApxumnoBa

I0O®0O u CK®O
Apxurnosa

[1®O
I'myxoBa

YOO
beccmepTHBIX

3a Mecs1l MPUChUIATh
UH(POPMALIHIO O
MIPOBEJICHUU ILIKOJIbI
(maty u mecto
MIPOBEICHUS,
porpamMmmy
MEPOTIPUSITHS )

ITo nroram
MIPOBEICHUS
TOTOBUTH
nH(pOpMaLMOHHbBIE
OTYETHI C
dboTomMaTepuaIamu.

Ucnonp3yem
«MeTtoaudeckue
PEKOMEHJALIUH 11O
MMOATOTOBKE U
MIPOBEJICHUIO
[xon remodunum»




28 Hoocubupck Maii-ceHTI0pb
29 bapnayn MapT-CEHTSIOpb
30 Omck anpeb-uloHb
31 Kpacnosipck ceHTAOph-1ekadbpy | CDO
32 HpxkyTtck OKTSI0pb-7ekabpy | I'pomoBa
33 Pecny6uka TriBa (Kbi3but) anpesb-CeHTAOPh
34 BiragusocTok OKTSAOPB-1eKa0ph
35 BrarosemieHck okTs16ps-nekabps | APO
36 XabapoBck OKTAOpb-IeKkabpy | [ OHYapoB
37 Yura sIHBapb-Mail
5.2. Kondepenius no reMaToioruu 1. MexperuonanpHasi HAy4YHO-TTPaKTHYECKast anpesb-mMan DO
koHpepennus JJDO no remaronoruu ['onuapos
2. Kondepenuus no remodmiuu YOO anpesib-Man YOO
r.EkarepunOypr beccMepTHbBIX
5.3. Mone6GeH o 3apaBun Opranuzanusa npoBeAeHHUs MoleOHa o 3apaBud | 12 aBrycta Apxuriosa,
MAIleHTOB C TeMOQWINEH B JIeHb POXKICHHS [Tonumyk
necapeBuya Anekces: (HoBocmacckuii MOHACTBIph B
MockBe; Apyrue peruoHbl — 0 KEJIAHHUIO)
5.4. Becepoccuiickuii KoHrpece Yyactue B pabore Bcepoccuiickoro koHrpecca | HOSOpb Unensr L1,
MaECHTOB HaIUuEeHTOB PO BOI
6. MEXKJIYHAPOJAHASA AEATEJBHOCTD
6.1. [TapTHEpCcKHE OTHOIICHUS B3aumoneiictBue ¢ oOmiecTBaMu reMO(UINK CTpaH | B T€UEHHUE rojia
CHT
6.2. MexayHapoiHbIE 1aThl 17 ampenss — BcemupHBIi JeHb TreMO(UIMU | anpeib Uinens! LI,

VYyactue B MexayHapoaHoi akumu «OcBeTu

KpaCHBIM»

akTuBUCTH PO
BOTI'

6.3. [Ipouas MmexayHapoIHAS
JeSITeTbHOCTD

[IpoBenenune caMoOCTOATENBHON OIIEHKH
opraHu3aluy 1mnoJi pykoBoJcTBoM EBpomneiickoro
koHcopuuyma remodunuu (EKT)

MapT-anpesb

Unensr L1,
PYKOBOAUTENIN
PO BOI'




