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LLeHTP FryMaHWUTapHbIX TEXHONIOTU U UCCNEef0BaHUN

BO3MOXHOCTU CO30AHUA PETMOHATNbHbIX KOAITULIUA

PesynbTaTthbl onpoca nupgepoB HKO - uneHoB Bcepoccumnckoro corosa
o6 ecTBEHHbIX OpraH1M3auun nauneHToB

BblBOAbl UCCJIEAOBAHUA

Y opraHusauumi, Bxogdawmx B BCI1, pasHasa cneundpmnka 601€3HN YNEHOB M YCNOBUS NX KU3HU,
pasHbIn yPOBEHb MOMOLLIN.

Camble «npobnemHbie» C TOYKM 3peHnss MacuTaboB HepelleHHbIX Npobnem (He3aBMCMMO OT
aKTMBHOCTU opraHmsaumm) — PC (BBMAY pacnpoCTPaHEHHOCTM W TsbkecTn 3abonesBaHusl),
MYKOBMCUMAO03 (BBMAY MCKIOYEHUSI B3POCHbIX U3 rOC.NOAAEPXKKW, OTCYTCTBUSA YCMOBUWA ANS
CTaLMOHaPHOro fieyeHns n ap.).

O6Lwme npobnemsl, C KOTOPbIMUK CTaNKNBaKOTCHA OpraHn3aunm:

1. HerotoBHOCTb Bpaden naTu Ha B3auMOAEWNCTBUE. «He 8ce 8payu xxesarm CHUCX00UMb
0o HKO». lMpuunHa — HexenaHwe Bpayen, YTOO UX OueHMBanNM M BHEOPSANUCb Ha WX
TEPPUTOPUIO.

2.  HepasBuToe BONOHTEPCKOE ABWXKEHUE («8bIBE3MU 8 Meamp euwe MOXHO op2aHU308amhb,
a Ha exe0HesHble pabombl 80/TOHMEPO8 HEeMm»).

3. OTkasz B BblgeneHun CcpeacTB pernoHanbHoro Owmpketa. Cpeactea  BblgensawTcs
«npmBbIYHBIMY» K KpynHbiM HKO (BOW, BOC, BOI, otgenedns OOOUBPC, HanagmsLine
XOpOLLME KOHTAKTbI C BNACTLIO 3@ CHET CBOMX PecypcoB’).

4, Huskaa npaBoBas rpamOTHOCTb 6onee Menkux M Monogbix opraHusauun («mHoaue
opeaHusayuu «Hyrneebie»: nuwym obpaweHuss u xanobbl 6e3 uupp, KOHKPEMHbIX
akmos»).

5.  HesHwaHune anropyutmMoB paboTbl C BHEWHMMW nNapTHEpPaMM U BHYTPEHHEWN
OpraHM3aumMoHHOM Cpenon.

6. Hwuskaa akoHOMMYecKas rPamoTHOCTb M aKTMBHOCTb B MOSTyYEHUW CPEeACTB (CrOXHbIe
Oyxrantepckme oT4ETbI — «HE 8CE Op2aHu3ayuu Mo2ymy).

7. OTcyTCTBME LUMPOKOW CETU PErMoHarnbHbIX OTAENEHUN Y MENKUX opraHmsaumn («y Hac 6
obnacmu kpome Hac mosnbko BOMU, cnensie u enyxue — 4ymo Oenamb C MeMU, KMo
exodum & BCIl1? Camu ux pecucmpupogamsp Mbl HE MOUOEM. ..»).

KpynHble opraHusauum C pa3BuMTOW PerMoHarnbHOM CEeTbK MMOTHO B3aMMOAEWCTBYIOT ApYyr C
apyrom, ¢ kpynHeimn HKO (BOW, cnenblx, rnyxux). 3TO B3aMMOLEWCTBUE Yalle
HedpbopmanusoBaHo, nNubo cyuiecteyeT B ¢opme OO6wecTBeHHbIXx CoBETOB (€Cnu TaKoBble
CyLLecTBYHOT) Nnpu mectHoMm PocsapasHaasope nnu MuHsgpase.

ObwecTtBeHHble CoBeTbl (Npy MuH3gpaBe, PocsgpaBHags3ope) — 9TO YXe CrOXMBLUMKICS,
CYLLIECTBYIOLLUIA N N3BECTHbIN pecypc 06beaMHEeHNS OpraHn3aumi B permoHax.

1"
Camapa, Omckas obnactb — npeueneHTol BblAeNeHnAa CcpeactB pernoHanbHOoro OrogxeTa. YnbsiHoBckas obracTb cTana

«opaHxepeei Ans uHBanuaoB», Gnarogaps akTMBHOCTM cTapol pernoHansHon HKO 1 nopgaepxke rybepHatopa. Omckasi obnactb
— BblAenunu 1 obopyanosanu 2 nanatbl ANs KONSICOYHUKOB; rybepHaTop CMeHWUncsi= nanatbl 3abpanu.
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3anHTepecoBaHHOCTb B Koanuumm ecTb y BCEX NALMEHTCKUX OpraHM3auunii.

Llenb koanuuun, B npeactaBneHUn nuaepoB, - oObeguHeHMe pecypcoB NaLUMEHTCKMX
opraHmMsauuMm Onsi co3gaHus OEeNCTBYKOLWEW CUCTEMbl B3aMMOOTHOLUEHWA C BRactbio MU
no66MpoBaHUs OBLLNX MHTEPECOB.

Yrto moxeT gatb Koanuums, no MHeHuto pernoHanbHbix nugepos HKO:

— Bec B rnasax Bnacrty;

— Epunaga nnowapka ana otctamBaHus npas («EanHbIN PpoHTY);

—  Hentpanusauns cutyaumm skobbl «KOHKYPEHUUNY 3a CpeacTBa GromKeTa;

—  [NomoLb HeGOMbLINM OpraHu3aumsaM B peLleHnn npobnem.

MMpn aTOM, Yy OpraHu3aumMi MeHbLUMX NO MacliTaby ecTb NOTPEOHOCTL MCNONBb30BaTh PECYPChI
bonee KpynHbIX.

Y KpynHbIX OpraHu3aumn — ecTb XenaHne obbeOUHSITbCS C TEMWU, C KeM MO hakTy peanbHo
paboTatoT («80 MHO2UX peauoHax Mbl ri1omHo pabomaem ¢ BOU, cnenbix, anyxux — Mbl
emecme bbemcsi 3a ObujecmeeHHbili Cosem ripu Mu+H3dpase... - Kak xe ux uckmoyams? Ham,
npexde ecezo, amo g3aumodelicmeue 8axHO — He MOJIbKO ¢ eemogbusiueli unu 8p., Komopbix
OYeHb Masio, He 8e30e OHU eCmb U ManioakKmueHbI»).

OCOGBHsIKOM OT €eOUHOAYLIHO FOTOBbIX K 0ObeguMHEeHMI0 CTOUT Jlvra 3aliMTHMKOB MauUEHTOB.
OpraHusaumsi no3numMoHMpyeT cebs Kak 0cobyto CTPYKTYpY, 3almaroyo 60nbHbIX B OCTPbIX
KOHQMUKTHBIX cuTyaumax. B cBasn ¢ atmm Jlura He BMAWUT TOYEeK MNepeceyeHus CBOEW
OEeATENbHOCTM C NOBCEAHEBHOW paboTon NO oneke NaumeHToB APYrMK OpraHM3aumsamMu.

OTpenbHas no3vumsa Jlurn BnonHe obbsCHMMA M CBs3aHa CO CrneumduKon ee OesiTeNbHOCTY,
OTIIMYHOM OT «MOBCEOHEBHONY» 3ab60TOM O CBOUX BOMbHbLIX APYrMMuK opraHusaumsmu. lNpasoBas
3awmta B OCTPbIX CUTyauusax BpadebHbix HapyweHun — 3T1oT okyc Jlurm Hagensiet ee
pecypcoM «30HTUKa» Ansi ocTanbHbiX yneHoB BCI1. OgHako And BbIMNOMHEHWUS 3TOW pPonn
opraHu3aumio HeobxoanumMo yCunnTb. ..

HauvHaTb co3gaHve Koanuuum, No MHEHWUIO PYKOBOAUTENEN, HYXXHO C 06beguHeHns pearnbHO
OENCTBYIOLWMX Ha TEeppuTOpUMU OpraHu3auumn («HyxHo mpydocrocobHoe 06bLeOUHEeHUE») —
Torga ato 6ygeT He copmanbHoe, a pabodvee agenosoe obbeauHeHue. K kotopomy 6yayT
noATArMBaTbCA OCTasnbHbIE.

OO6Lwme BO3MOXHOCTU:

—  3aMHTepecoBaHHOCTb Bnacten B peanu3auunm [lporpammbl «BesbapbepHas cpepa»
(«enacmb cmana cripawusams: Pebsima, ymo eam Hado?.. naHAyChl, NapKOBKU...»);

—  MONOXMWTENbHbIA ONbIT B3aMMOLEWNCTBUSA C BpadaMu, KOrga Bpayu HauyMHAKT MOHUMATb
none3y n ucnonb3oBaTb pecypc HKO («gpayu noHumarom, 4mo MHO20€e OHU He rpobbiom,
a 6orbHbIe Mo2ym = OHU Udym € HaMu Ha KOHMaxkmy). OTOT OMbIT BaXXHO MCMOMb30BaTb.

— OCHOoBa Ans 6eCKOHNNKTHOrO B3aMMOAENCTBUA eCTb. Bce opraHm3auum ytBepxaatoT, 4To
CUTYyaLMM KOHKYPEHLMM MeXAyY NauMeHTCKUMN OpraHmM3aumnsammn 3a G1ooKeTHbIe AEHbIN HET.
Pa3Be 4TO OHa MCKYCCTBEHHO CO3[4aeTCsl CamMOW BNacTblo (OTKa3bIBaAKOT MO MPUYUHE TOrO,
YTO OeHbru Bblgenunu apyrim). Bce opraHusaumm noHMMaroT, YTo coBMecTHas paboTta
ahbbekTnBHEE («pewampb 80MPOCLI BMECME ITYYLIEY ).
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CPABHUTEJIbHAS TAB/TULIA MACLLUTABA U XAPAKTEPA OEATENbHOCTU OPFAHU3ALIMWA, YNEHOB BCN

MapameTpbl PC Femocdunus lNowe MykoBucumnos XMn INura
OL|eHKM 3alUTHUKOB
MacwTabbl
Hata 2001 / koHey 90-x —B | 1989 2000/ 1998 1998 / 1995 2007 / 2006 2000
ob6pa3oBaHus pernoHax
oduy,. / pakTmu.
Cratyc O6uwepoccuiickas O6wepoccuiickas MexpernoHaneHas Mexper. = = Obwepocc. Obwepoccuiickas
O6wepocc. PacwunpeHue
npodouns.
Yuncno uneHos ~70 000 1500 chopmarnbHO ~290/ 301 270 copmaneHo / 6000 XMJ1/> 6000
/60MbHBIX NO HecpopmaneHO / 8000 3aperncTupoBaHo 2100 /pacwmpenne
CTpaHe / ~ 200 000 rlpO(*)Vlﬂﬂ
Yncno ~ 40 gencTeyowWwnx + 62 10 pernoHanbHbIX Mck u Mck.obn. + 57 52 Mpwu cosgaHunn
pernoHanbHbIX ~10 cywecTByloT H-T OKPYXKHBIX npegcrasuTenen B pernoHarnbHbIX Obino 47.
oToeneHun HOMMHanNbHO npeactaeuTeneit (OM), | KPYMHbIX peruoHax,. oToeneHun Celtuac no gakTy
YOQ3 B 55 permoHax BXOOALLNX B aKTUBHbI MeHee
MpaBneHue. Jecartka.
KrtoyeBble C3: Cnb. C3: JleHuHrp.obn (B HeobxoaumocTtun B Cn6 n obn, UpkyTcK Mck n obnactb
pernoHbI LidO: BopoHex, Beibopre OI1), pernoHasnbHbIX BopoHes BypsTus Apocnaenb
Brnagvmmp, Bonoropckas, opraHusaumsx HeT Capatos. Camapa E6vor TOnbsTTH
Apocnasnb, Mck. Hosropoa. . P , pa, . yp ; !
. aLIKOPTOCTaH apaTtoBckas 0bn. ep3a
MeO: Camapa, L®O: Mck, Tyna, P P 3 P
CapaToB, Y bSHOBCK, Kanyra, Benropog, Bypatus AnTtan Coum
KasaHb, Kuposckas Pssanb, Open. HoBocunbupck, MeH3eHckas o6n.

obn.

HODO: PocTos,
Kpactogap,
Bonrorpag.

C®O0: Hoocunbupck,
BapHayn, YMck.

Y®O: Ebypr.
[B: CaxanuH

MoO: YamypTusa (ON),
Camapa, Caparos,
TBepb, KasaHb (+-),
Kupos (+-).

YOO: Ebypr (ON)
CoO: Kemeposo,
Hosocunbupck, Omck
(on

[B: Amypckas,
Espelickun AO,
Mpumopbe, Xabaposck

YenabuHck, EGypr,
Tomck, XabapoBck n

B

Bonrorpaack. obn.
BopoHexckasi o6n.
KpacHogap

Mck obn.
Xabaposck
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MapameTpsbl PC Femocpunusa lNowe MykoBucuuao3 XMn INura
OLIEHKM 3aWMUTHUKOB
HanpaBneHus gesatenbHOCTU
«BBeneHne» B + + + + + -
©onesHb» BHOBb
3aboneBLUnNx
KoHTponb 3a J10 ++ Mpsimoro KoHTpons + + + -
HeT, MPUHUMN
pearMpoBaHusi B OTBET
Ha »xanobbl
Jlo66upoBaHue ++ ++ HeT HeobXoANMOCTHU +- +
J10
Jlo66nposaHune + + HET Heob6XoaAMMOCTH +- +
cTaumoHap.
JleveHus
Cneunanmsampos. ++ +- HeT HeobxoaMMocCTH +- +
Me[.nomMoLLb
LLikona 60onbHbIX + +- HeT HeobXoANMOCTHU + +
(«HOBEHbKME» pegko,
nHauesua. Paborta)
PearnpoBaHue Ha ++ + + + + ++
»anoobl
WHopmaL,. ++ + ++ ++ +
Mopnoepxka XypHan... XypHan, nakeT OpoLutopbl Mepepaya Ha
WHpopM.maTepmanos TenekaHane
«JomaluHnn
Caint, hopym http://ms2002.ru/ http://www.hemophili | http://www.gaucher.ru http://cfhelp.ru/ http://cml- http://ligap.ru
a.ru/index.php / stop.ru/pages/glavnay
a
OpraHunsauus +- +- HeT HeobxoaMmMocCTH COBMECTHbIN JOCYT +- -
pocyra NPOTMBOMOKa3aH /HeT HeoBX0AMMOCTH
O6yuyeHne ++ + - + +- /TONBKO Havyanu -

nepcoHana



http://ms2002.ru/
http://www.hemophilia.ru/index.php
http://www.hemophilia.ru/index.php
http://www.gaucher.ru/
http://www.gaucher.ru/
http://cfhelp.ru/
http://cml-stop.ru/pages/glavnaya
http://cml-stop.ru/pages/glavnaya
http://cml-stop.ru/pages/glavnaya
http://ligap.ru/
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MapameTpsbl PC Femocpunusa lNowe MykoBucuuao3 XMn INura
OLIEHKM 3aWMUTHUKOB
BsaumopenicTteue ++ + + pykoBoaguTenem npu + + +
C BnacTbio Bbl€3ax B PErNoHbI
B3anmopenicteue +- HeT HeobxoaMMocCTH +- +- +
C Meavkamm
B3anmopencteue +- (N0 cOBCTB.NOYMHY HEeT Heob6XoaAMMOCTH - -
C couzauTon pervioHoB) /HET HeoBXoaMMOCTU /HET HeoBXxoaMMocCTH
B3anmopencteue + + + +
¢ apyrumun HKO
Hpyroe NH-T YOI Jlo66uposaHue 3anyck kabuHeToB MpaBoBas
Boepoccuiickas cTau.fieyeHns aeTen cneu.tepanuu B 7 3awuTa,
CRy6a NaTPOHaKHbIX pervoHax npeacTaBuUTeNb
MeacecTep CTBO B cyge.
OTHOLWeHMue K Koanuuumn
OxunpaHunsa ot EovHbin OpoHT — BobicTynneHue Mcnonb3oBaHue Momoulb B pelueHnmn WckntoyeHune curT. Bbpknoatens-
Koanuuum nauMeHTCKNX coobLa ¢ o6LMMY pecypcoB 6onee MHOTFO4YMCIEHHbIX CTONKHOBEHNSA Has no3nyus
opraHusaummn, yCIIOBUSIMM KPYMHbLIX OpraHmnsaumi | npobnem («bbemcs Kak | MHTepecoB
BbICTYyrMarLwnx BMecTe. j pbiba 06 nen») MoaroToska K
— Hentpanusauna

PacwunpeHne YO3OHa
BCI. cuTyaumn

«KOHKYpPEHLMU» 3a

LWnpokuin HapoaHbIN
cpeacTBa OoaxkeTta

KOHTPOIb.

MogroToBka K HOBOMY
MeXaHn3My
dopmupoBaHus
OtogkeTa ¢ 2014 r.

aKTUBHOMY
B3aMMOJENCTBMIIO C
per.enactbto ¢ 2015 .




KPATKAS1 XAPAKTEPUCTUKA OPIAHM3ALNNA - NOTEHUMUAIBbHbBIX YYACTHUKOB
KOANMULIUKN

OOOUn-BPC

OpraHusaums dopmanbHo cywectByeT ¢ 2001 r. ObLee Yncno permoHanbHbIX OTAENEHNN
— okono 50-tu. PeanbHo genctaytowmx — 40.

AKTMBHbIE PEMMOHbI — CM. Tabnuuy.

Cnabble pernoHbl — JanbHuin Boctok («3Haem mornibko CaxarnuHy»). ABTOHOMHO
cywectBytowme — KasaHb («cmapas opeaHu3sayusi, HO 4mo mam rnpoucxooum — He 3Haem,
OOKYyMEHMOo8 Om Hee He UMEeM» ).

NHcTutyT YOO. HekoTopble pernoHbl — YOO BXogaT unv npeacenaTtenbCTBYOT B
O6wecTtBeHHoM CoBeTe obnactu npu PocsgpaBHagsope unm MVIH3,D,paB62.

Hal'lpaBJ'IeHVIFI OeATeNbHOCTUN:

o
o

MonuTopuHr J10 — yepes YOO, oTnaxkeHo

MOHUTOPUHTI KayecTBa MeaULMHCKOM nomoLmn — Yyepe3 YOI, He CTOMNb XOPOLLO,
Tekywme npobnemsl

O6y4eHne 6onbHbIX — LLkonbl (HoBbIM Npenapat, npasa npu MCOK, npasa Ha caH-
Kyp nevenue, Ha TCP)

KoHcynbTaumsi 60nbHbIX — NpaBoBas (BpayebHoe KOHCYNbTUpOBaHUe cloga He
BXOAUT): o6pasubl 3asBneHnn n xanob, nopagok nogaun xanob (Kyaa, K komy);
npasuna obpaiieHuns 3a TCP, 3a HanpaBneHnem Ha 6ecnnatHoe MeguuuHCKoe
obcnyxmBaHue, caHaTOPHO-KYPOPTHOE NeveHne, B AncnaHcep.

Mcmnxonornyeckasa NnoMoLLb — HenpodeccnoHanbHasi, Yepes B3aMMOnoMoOLLb
(«peasnbHoOU ricuxosnoaudeckol nomowiu 60sbHbIM 8 Poccuu Hemy)

OpraHusaums gocyra — B T.4. Yepes paboTy ¢ cobecamm (KMHO, Npupoaa, KOHLEpPThI)
— eCTb B 6onbLunx pernoHax (NMbo maneHbkunx, rae aktmeHas obwmnHa — Kanmblikus,

30 yen.)

Peabunutaums — He pa3BuUTO B CBA3M C OrPaHNYEHHOCTbIO PECYPCOB («8pEMEHU He
xeamaemy)

CouuanbHoe ctpaxoBaHme u TCP— He pa3BuTo B CBA3M C OrpaHUYEHHOCTbIO
pecypcos.

TpyaoycTponCcTBO — HepelleHHas npobrnema (B3anmogenctane ¢ LUSH pesynbtatoB
He gaet: B Bonrorpaackon obnactv 13 12 Teic. MHBaNnaoB ycTpounu paboTatb 36
yen. (He HagomHukK)... B CtaBponone TpyaoyctpanBaeT BOWU — npeueneHTol
€0MHUYHbI.

CkBO3Hble hopMbl paboTbl (B pa3HbIX perMoHax no-pasHoMmy; aTo Tekywasa paboTta, kotopas
TpebyeT NOCTOSAHHOIO HanaXXMBaHUs):

o
(©]

BsaumopgencTteume ¢ opraHamu Bnact — akTUBHO.

Pa6oTa ¢ Bpadamu, cou.ctpaxammn, MC3K, rnasBpayamu, rop3apaBoMm... —
npakTuyeckn Besae, 3a peakum UCKMoYeHnem

Bsaumogencteune ¢ HKO-napTHepamu — 3aBMCUT OT MPOAOIKUTENTbHOCTU
CyLLIeCTBOBaAHMWSA per.opraHn3aumm n ot aktTuBHoCTW. [NapTHepbl — anabetuku (P-H-1),
«opdaHbl», «remodunukny» (KpacHogap, Bonrorpag).

Ha HOre B3anmopenctane ¢ HKO HanaxeHo («KpY>KOK» 0BLLEeCTBEHHbIX OpraHn3aumm,
BMecTe BblpabaTbiBaem obLume pelueHus, nepegaem Apyr Apyry CBeaeHus,
npobreaem»)

2y03 sensietcs npeacepatenem O6wecTtBeHHoro CoeeTa — Bonrorpagckas o6n.
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Copencreue 6onbHbIM ¢ Nowwe

OpraHunzauma manodmcneHHa no cBoewn cytn: 6onesHb KparHe peakasi, B CTpaHe
3apeructpupoBaH 301 60nbHON.

BonesHb Npu nogaep>xuBaroLwemM fieyeHnn He 3aTparmBaeT XXU3HEHHO BaXKHble PYHKLNN,
B6onbHble BeayT 06bI4HbIM 06pa3 Xu3Hu, paboTatoT, MHOrMe He 0POPMASIOT
WHBANWAHOCTb, CBOK 60Mne3Hb He adoMLINPYIOT.

Cuctema nekapctBeHHOro obecneveHunsi otnaxeHa: Bce 60MbHbIE NOMy4YaT OAUH
npenapat (HegoCTaloLWM (PEPMEHT).

B pervoHax ectb «HeoduumanbHblie» NpeacTaBuTeny — paboTaroT Ha 06LLIECTBEHHbIX
Hayanax. Bce cnoxHble BONpoCh! pellaeT pyKkoBoaMTENb — NPSIMbIE Bble€3/bl B PErMOHbI.
3apava npeacraBuTeNen — KOHTPOMb 3a NeKapCTBEHHbIM obGecneveHmem + n3pegka
KUHCTPYKTaX HOBEHbLKMX» (MOMOratoT BCTPOUTLCA B CUCTEMY: KyAa UOTU, Kakne AOKYMEHTbI
cobupaTb).

PykoBoguTenb cneguT 3a perynsipHoOCTbIO Nogadn permoHanbHbIX 3aaBok Ha J10, 3a
YMCNEHHOCTbIO Nony4varowmx (Bce N naumeHTbl Bownu). PykoBoguTtens opraHnsaumm
cama ocyllecTBnseT B3aMMoaencTBmMe C MECTHOM BracTbHO.

BecnnatHoe obcnenoBaHve: pa3 B rof nepea HasHavyeHveM npenapaTa Bce 60nbHble
npuesxarT B OAMH M3 OBYX LIEHTPOB ANsi oqHOAHEBHOro obcnenoBaHus. MiHBanvgam
TPaHCNOPTHbIE pacxobl ONfayYnBaloTCs, ocTanbHble eayT 3a cBou cyeT. [pobnem HeT,
cMCTEMa OTnaxeHa.

K aucnaHcepmsaumm NnpsMbIX NOKa3aHWUM HeT.

CaHaTopHO-KYpOpTHOE fnieveHmne: 0cobon NoTpebHOCTM B HEM HET (KHUKMO He
o3adayusaricsi, HoO Mbl bkl noyyacmeosarnuy).

Koanuuus: B Koanmumm opraHusaums sanHTepecoBaHa, CBOMX peCypCcoB opraHM3aumns He
UMeeT, eCTb OXUaaHue NCNoMb30BaTb PECYPChbl HOBOW CTPYKTYPbl «C y0080/IbCMEUEM
solidem 8 20mo8yo CmpyKkmypy... MOXem Hawu nayueHmsl myda eotidym...»

JNlvra 3aWwmMTHNKOB NaunMeHToB

Cneunduka OeAaTenbHOCTM OpraHM3auum — puandeckas 3awmuTa B OCTPbIX CUTyaLmsaXx
HapyLLeHUsa NpaB = CONpoBOXAeHne B cyaax, «buteax» 3a naumeHToB.

B aTtom cmbicne cama opraHmsaums oTaensiet CBOK AEeATENbHOCTb OT Cneundukn apyrnx
o6LLEeCTBEHHbIX OpraHuM3auun, paboTalowmnx Ha none peanusaumm npaeB O0MbHbIX («K Ham
obpawatromes ¢ ocmpbiMu xanobamu — Mbl 6bemcsi 8 cydax, Opyaue 3aHuMaromcsl
obecrieyeHUEM 108CEOHEBHbLIX HYXO»).

CywectsyeT ¢ 2000 roga, HauMHana ¢ 47 per.otaeneHunin, ceyac akTMBHbI 5-6 oTaeneHun
(Mck n obnactb, Apocnaenb, TonbatTn, NeHsa, Coun).

lMNpuynHa cokpaweHns uucra oTAeNneHMM — BbICOKOKOH(ONMKTHAA OeATENbHOCTb,
BO3[ENCTBME Ha NPaBO3aALLUMTHUKOB (y ntogenm M ux [eTen BO3HUKaKT npobnembl Ha
paboTe, NPUTECHSAIOT — paboTa cXoguT Ha HeT... [lepMckuin Kpah — OTAENEHNE «MNepeLLo
Ha CTOPOHY» 06NacTHOro 34paBOOXPaAHEHNS).

Mo3numsa B OTHOLLEHUM perMoHasnbHbIX Koanuuuin — BbhXuaartenbHasi, TpsiMon NoTpedHoCTH
N TOTOBHOCTU BKIMIOYMTBCA HET — UMEHHO B BUAY NPUHLMNMANBLHOIO pasnuynsa B Xxapakrepe
AeSATeNbHOCTN.

Jloboe obbeauHeHne n paboTa B COTPyOHUYECTBE C BRacTbid B MOTEHUUW COLEPXKMUT
BO3MOXHOCTb.
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Bcepoccuickoe obwecTtBo remodunum

— Crapenwas opraHmsaumsi, Co CBOeM CeTbo, MHCTUTYTOM OKpYXXHbIX NpeacTaBuTeNnen.
— 62 pervoHanbHbIX opraHusauun. Kntoyesble — cMm. Tabnuuy.
—  OTnaxeHHble HanpaeneHnsa geatenbHocTn — nobouposanme J10 n LWkona nauneHToB.
Jlo66upoBaHme nponcxoguT No NPUHLUUMY «B OTBET Ha >Kanobbiy».
—  Bykcylowume HanpaBneHus:
o Jlo66upoBaHue cTaLMoHAPHOrOo fieYeHunsl, CaHaTOPHO-KYPOPTHOrO fneYeHns (3gech
aKLUEHT Ha caHaTopuu A4ns AeTen),
o Jlo66uposaHune cneunanmaMpoBaHHON MEAULMHCKON NOMOLLM
o OpraHunsaumsa gocyra, aktueusaumns 06LwecTBEHHON AeATENbHOCTY. ..

AHO OlNBO3 «CopencrBue». XpoHnyecknun muenonenkos (XMJ1)

—  OpraHusauus cywectsyet ¢ 2007 (no dakty 2006) roga.

- To ycTaBy uneHcTBa HeT. OxBaTbiBaeT Bcex 6onbHbIX XMJT (6000 no ctpaHe?®).

— B HacToswee Bpemsi cobmpatoTca JOKYMEHTbI Anst 0pOpMIIEHNSE HOBOrO cTaTyca —
BCEpOCCUNCKasi opraHmnsaLmsa no OHKoremMaTonorum (pacumpeHme npoduns, T.K. No gakTy B
permoHax opraHmsaumm yxxe paboTatoT ¢ TakuMn 60NbHBIMN).

— 52 pervoHa — counumansl (6e3 obpasoBaHus opnuua). Ectb pykoBoantenu degepanbHbiX
okpyroB. Pa3 B Hegento — Ckann-coBellaHns. Pa3 B MecsL, — OTYET MO caeriaHHOMY U
nnaHam (B ceob6ogHon hopme).

AkTuBHbIE pernoHbl: NpkyTck, Bypstus, E6ypr, CapaTtoBckas obn., Antan, lNeH3eHckas
obn., Bonrorpagck. 06n., BopoHexckas 0obn., KpacHogap, Mck 0611., XabapoBck.
AKTMBHbIE «HOBUYKWY: briaroeelleHck, KemepoBo, Komu, Cnb, KannHuHrpaa.

— HanpaeneHus geaTenbHocTu:

o Copenictaue nony4venmto J10 — no «1-ov nuHMM» Npobnem HeT, «BTOopas» naet 3a
cyeT cpeacTs per.6logkeTa — 3aechb paboTta naeT ¢ pa3HOM CTENEHbLIO YCMNELHOCTMW.

o Copencreme nonyvyeH1o Mmeg.noMmoLm n obcnegosaHun. [JOCTYNHOCTbL UMEKOLLENCA
obecneyeHa. NMpobnema — B OTCYTCTBUM CNELNANUCTOB-remMaTonoros,
HeKBanMUUMPOBAHHOCTb TEpaneBTOB = 3aTArMBaeTCA NOCTaHOBKa AMarHo3a.

o CopevictBme nony4veHuto obcnegoBanuin: 6onbHbIM ¢ XMJT Heobxoanm perynsapHbin
(kaxxabln 3 MeC.) MOHUTOPUHI MOpaXKeHHbIX KIeToK. [1oka OH ocyLlecTBnsAeTcs 3a
cyeT hapMKOMMNaHUN.

o NHdopmaumnoHHas nomolb — LLkona, 6powwtopbl no 3abonesaHuio.

KOpungudeckasa nomoLub (Mo 3anpocy) — 6b1n yenelwHble cyaebHble npouecchl.
Mcmnxonornyeckas NoMoLLb — Yepes canT 6onbHble 0bpaLLaTcs = NCMXONOru ¢
HUMW CBA3bIBAIOTCS.

o Hocyr — no cobCcTBEHHOMY NOYMHY PErMOHOB. BonbHbIE COXpaHHbIE, B
crney.obbeanHeHN He HyXOalTCs.

— BsanmooTHOLIEHMS C MECTHOM BNACTbO — BbICTPAMBAOTCA C pa3HON CTEMNEHbIO
ycnewHocTn. B cutyauumn otkasoB nuwyTcsa nucbma — rybepHatopy, B MuH3gpas,
PocsgpaBHagsop... PaboTta nger.

— BsaunmopgeincTBume ¢ apyrummn opraHuM3aumnsMm — B pasHbiX permoHax no-pasHomy.
OcHoeHble napTHepbl — PC, Nemodunus + MNowe, Mykoencumaos, nabet. dopma
coTpygHuyecTBa — Yepes3 Ob6wecTBeHHble COBETLI.

3 o 2007 r. 6bino 3apernctpmpoBaHo 4000 6onbHbIX. POCT uncna o6 bACHAT yy4LIMBLLUEMCS KAYE€CTBOM fleYeHs
= BbIpOCNa NPOAOIKUTENBHOCTL XN3HN ¢ XMJT.
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Momoub 60NbHbLIM € MyKOBUCLMAOAO3O0OM

—  CpaBHuTenbHO cTapasi opraHnsaums, ¢ wmpokon cetbio (Mck n obnactb + 57 per.
OTAENEHUN), cenvac opuumnanbHO MEHSET CTaTyC Ha OOLLEPOCCUNCKUN.

—  AKTMBHbIE OTAENEHUs — cM. Tabnuuy.

—  OcobeHHoCTb «reorpadum» 6onesHn — «getckoe nuuo» (13 2100 6onbHbIX N0 PO
B3pocrnble — 270 yen.); nuBanngHocTb — 85% 60NnbHbIX (AeTH eLle yvyaTtcd; B3pochble, B
OCHOBHOM, HepaboTatoLyme).

—  OcobeHHoCTb 6oMnes3HN — 3apaxaemocTb OT BONbHOrO K 6ONBHOMY = HET YCroBUM AN
COBMECTHOrO Jocyra unv obLecTBeHHON AeATENbHOCTU BOMNbHbIX.

—  OcobeHHOoCTb 60Mne3Hn — Npu perynsapHOM NoAAEPKMBAIOLLEM NEYEHUN «XOOAYMEN
GonbHbIE BNOMTHE COLMANU3NpoBaHbl, MOTYT Y4YUTbLCS U paboTaTb = HE HYXXOAlTCs B
coobLecTtBe cebe NoaobHbIX, MCUXONOrMYECKOM U B3aMMOMNOMOLLIN U NPOM.

— CeTb: B permoHax paboTy HaumHalT «MHOPMAaTOpPbI», UX 3afada: cobpaTb KOMaHay u
HavyaTb cobrpaTb UHOPMALIMIO, YTO NMPONCXOANT B pernoHe. MNpu pacwmpeHny paboTsl B
pernoHe «MHopmMaTopbl» = «pervoHansHble npegcrasutenun» (PI1). Benagy Toro, 4to B
HEKOTOPbIX permoHax 6oMNbHbIX €AMHULBI, MOSBUIICA «KypaTop No OKpyramy.

— 3apauwm (Pl n kypaTopoB):

o KoHTporsb 3a J1O: 063BaHMBatlOT B6OMbHLIX (B pErMoHe X HEMHOTO, BCE Ha BUAY)

o OT4YeThbl pa3 B kBapTan : coobueHne B Mck o cutyauum ¢ J10 (n nudopmaTtopsl, 1
PIT, n kypaTtopbl).

o B3aMMOAENCTBME C OpraHamu BracTu 1 30paBOOXPaHEHNS.

o WHMOPMMPOBaHWE NaLMNEHTOB.

—  ®opmbl 06begnHEHNST U UHCPOPMMPOBAHUS NALMEHTOB:

o exerogHasi KoHdepeHuuns B Mck, rae npoxogaT TPEHUHTN.

o LUWkonel naumeHToB no permoHam (¢ koHua 2011 r.)

o CcKann-koHdepeHunn

o web-canT (perynsipHo — aHkeTa A5 NauMeHToB; No «NpobneMHbIM» aHKeTam
nucbMa HanpasnsawTcs B PocsgpasHaasop)

O WHTepHeT-coobLiecTBa: google-rpynnbl, rpynnbl BKOHTAKTE B permMoHax — nux
HECKOJbKO, 0Ha U3 HUX 06beanHsieT Bcex nHdopmatopoB n Pl B pernoHax
(ok.70 yen.). pynna 3akpbiTas, 3gecb UAeT MHPOPMUPOBAHME B PEXMME
peanbHOro BpeMeHu, onepaTuBHbIE OTBETHI HA BOMPOCHI, ObLLeHne.

o raserta «MyKoBMCUMAO3: Mbl BMECTE)

—  TNcunxonornyeckas NOMOLLb Kak 3agada He CTaBUTCS — BBUAY HEpPELLeHHOoWM 6a3oBom
npobnemsbl JIO n meanumnHcKon nomoLum («dame UM f1IeKapcmeo U 803MOXHOCMb
rnodr1e4umbCsi — 8 rICUX0I02€ OHU HE HYXX0aromcs... eC/iu HopMalsibHOe JledyeHue =
HOpMaribHas XU3Hb»).

—  TpyaoycTpOWCTBO Kak 3agaya He CTOMT: Bones3Hb AeTcKasi, K MOMEHTY COBEpLUEHHONETUN
BOnNbLIMHCTBO yXXe HepaboTatoLwme.

— BsaumogelicTteue ¢ Apyrummn obLeCTBEHHbIMU NaLUEHTCKUMI OpraHM3aumnsMmn B permoHax
TecHoe — («Hawu PI1 yxe exo0sm e koanuyuu 8 Capamose, KpacHodape, Cnb... ¢ PC,
Femogpunued, OpghaHamuy)...
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Mpobnembi:

1.

WckntoyeHne B3pocnbIX N3 rocyaapCTBEHHON NOMOLLM: B3POCHble OhULManbHO NINLLEHDI
rocyfapcTBEHHOM NOAOEPXKKN, Y HAX CHUMAKOT MHBANUOHOCTb,MM HE NOMOXeHbl Joporne
XM3HEHHO Heobxoammble npenapaTbl, (KpeoH 1 ynak — 800 py6, mecsayHbiv Kypc = 30
ynak.). B pervonax Pl BegyT akTMBHYO paboTy € BNacTblo, €CTb NpeLeaeHTbl, korga
BNacTu nayT HaescTpeudy, per. Poc3apaBHaas3op BolaensieT geHbru. B gpyrux permoHax
naumMeHTbl camun OenaTcsa Apyr ¢ ApyromMm nekapcteamu... Ha ypoBHe cTpaHbl BOMpPOC He
pelleH. «Bapocribim 605bHbIM HEKyOa degambCs, yMuparom o yanam»
MpenybexaeHns B cpeae MeauumnHcKoro coobuecTtsa: 60ne3Hb ManonsBecTHa,
OKpyXeHa Mudamm, ocBe4OMMEHHOCTb Bpaver o 60nesHn kpanHe HM3kass = 60MnbHbIM
0TKa3blBaKOT B rocnuMTanua3auumn, cneunann3mpoBaHHoM MeA.fieqeHnn (CToMaTonorns u
npou.).

OTcyTCcTBME YCNOBUWIA AN CTALMOHAPHOro neveHns 6onbHbIX (B CBA3W C Yyrpo3om
B3aMMo3apakeHnst 60mnbHbIE HYXXAAKTCS B OTAENbHbIX BOKCax, KOTOPbIX HET B
cTaHgapTax).

HagomHoe obcnyxmnsaHme — HeoBXogMMOCTb CneLnanm3MpoBaHHOMO NIeYeHns Ha JoMy
(He obcnyxuBaHmsa cou,.paboTHUKOM UM MeCcecTpor, a cneunanncTom
COOTBETCTBYHOLLEN KBANMdUKaLMM) — ero HeT B OTEYECTBEHHbLIX CTaH4apTax.
OTcyTCcTBME CneunanucToB HY)XHOW KBanudukaumm: ang paboTbl ¢ 60NbHBIMU HY>XHbI HE
Bpayu obLien NnpakTukn (TepanesTbl HE BNaAeoT 3HAHUSIMU U HaBblkamun paboTbl C
60onbHbIMK), @ CNeUnanncTbl C COOTBETCTBYIOLLMMY 3HAHUAMW. X HET 1 He
npeaBvanTCS.

HeobxogmmocTb B exXegHeBHbIX cnew.duanonpouenypax (B EBpone cywiectsyroT
pecnupaTopHble LKONbI, rae 6onbHble NPOXOAAT cneu.AblXxaTenbHY TMMHACTUKY MO
yaaneHumto MOKpPOTbI U3 NErkMX; NOCeLeHne 3TUX LWKOS ABaxdbl B eHb OnadnBaeTcs.
CaHaTopHO-KypOpTHOE fledYeHre Kak 3agada He CTaBUTCS BBUAY HepeLleHHbIX bornee
aKkTyanbHbIX 3agay. B uenom, Heo6xoamMmo, HO ynupaeTca B Te e Npobnembl: 605bHbIX
BosiTca 6paTb.




