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Pedepar

3HAUUTENILHOE YBEIUUYCHUE OXKUIAEMOM MPOJODKHTEIBHOCTH JKU3HH B IOCIESIOBATE/bHBIX MOKOJCHUSX IAlMEeHTOB C KHCTO3HBIM
¢udpozom/mykoBucuuno3zom (CF) — ato ciencreue 6otee 3¢ dekTHBHOTO JiedeHust 60s1e3nn. Celiuac 0OMIePU3HAHO TAKKE, YTO PE3YIbTATHI
y OOJIbHBIX, MOJy4YaBUIMX HOMOIb B crenuanbHbix nenrpax CF — mydmre, yem B apyrux mecrax. Kirod k 93¢ ¢eKTHBHOCTH CrienuaabHbIX
uentpoB CF — wmexmuciumumuapras Opuragza (MDT), koTopas HOJDKHA BKIOYAaTh: KOHCYJBTAHTOB, KIMHUYECKOTO CIEI[HAIHACTA-
MejcecTpy/mMendpara, MuKpoOuonora, (usnoTepanesTa, auerosnora, (apmaineBra, KIMHUYECKOTO MCHXO0JIOra, COLMAIBHOTO pabOTHHKA,
MEUIIUHCKOTO TeHETHKA, CMEKHBIX MEJUIIMHCKUX CIICIUATICTOB, KAKIbIA 13 KOTOPBIX JODKEH UMETh OmbIT B omorny rpu CF. Ot uienos
MDT Taroke okuznaercsi noJiepKaHue COBpeMeHHOro ypoBHs gocTiwkeHuil B CF myTém HenmpepbIBHOTO IpodecCHOHaNbHOro 00pa3oBaHus,
rocemieHuss KOH(GEPEHIMH, WHCIEKTHPOBaHUS W ydvacTusi B wucchenoBanusx. Crenuanbhbie 1eHTpbl CF  I0KHBI OOBEIUHSTHCS B
HALMOHAIBHBIC ¥ MEXIYHApOIHbIE CETH, U IepeiaBaTh HHGOPMALHMIO IEHTPA B PErUCTPbI, YTOOBI MPOABUraTh H3yueHue Oonesnu. B aToit
CTaThe MpeJICTaBlIeHa CTPYKTypa st crienuaibHoro nentpa CF, Bkirowas opraHu3aiuio HeHTpa U MHAUBHAYadbHble poin wienoB MDT, a
TaKKe no4épkHyTa BaskHOCTh opranusaiuii CF u peructpos 6ose3HH.
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Bripaxxenue 61arogapHoCTH
Jlureparypa

1. Beenenmne

[Nanmentam ¢ KuCTO3HBIM (Qubpo3oM/mykoBucino3om (CF)
TpeOyeTcss KOMIUICKCHAsh IOMOINb, OKa3blBacMas BpadyaMu-
CIIELUATUCTAMH C OIBITOM B CMEKHBIX 00JACTAX. 3HAYUTEIHLHOE
yBEJIMYCHHE  OXKHAACMOW  HPOJOJDKUTENIBHOCTH — JKH3HH B
MOCJIE/IOBATEIbHBIX MOKOJCHUAX MalueHToB [1] kak pesyibrar

6onee 3ddexTHBHOI Tepamuu, a TJIABHOE — MOTOMY, 4YTO
OOJBIIMHCTBO ManueHToB nocemaer ueHTpsl CF, nokassiBaer, 4to
TIAUEHTEI, KOTOPBIM OKa3bIBAIOT TIOMOIIIb B

crieranu3upoBanHbIx IeHTpax CF, mMeror mydmryio J1€rounyro
¢yHKIMIO M O0JIee OIaroNOIydHBI, II0 CPABHEHHUIO C JICYAIIUMUCS
B apyrux wmecrax [2, 3]. CnenmoBaremsHo, uentp CF cran
sTanoHoM nomouiy namueHtam ¢ CF. OHu 10KHBI OJTy4aTh BCIO
MOMOILb B CBOEM ILIEHTPE, MIIM, O HANpPaBICHHIO, Y MECTHBIX
criennanictoB noa HabmoaeHunem CF nentpa [4-6].

Crpykrypa uentpa CF ¢opmupyercs MeXAUCUUILTHHAPHOMN
opuramoit (MDT), cBsA3sMH ¢ [JpYrUMH MEOWLIUHCKAMH U
XUPYPTUYECKAMH CIELHAINCTAMK; 3[JaHUIMH M 000pyIOBaHHEM,
npubopaMy M IPOrpaMMHEIM oOecnedeHHeM, KOTOpHIE B
couerannn mo3Boisitor MDT obecnednBaTh ypoBEHb I[TOMOIIH,
COOTBETCTBYIOIIUH KOMIUIEKCHBIM ~MEIMIMHCKUM Ipo0ieMam
9TO# GONIe3HH, ¢ UCTOJIb30BaHHEM (G (HEKTUBHON AUATHOCTHKH U
MIPOrpaMM LEJIOCTHON TepaMH.

Unenst MDT obpasyior sigpo uentpa CF, u  momkHsl
TIO/IJIeP>KUBATHCS HETIPEePEIBHBIM npodeccnoHaIbHBIM
obpazoBanuem (CPD), uncnekuumeit u uccienosanmsmu. Kaxmas
JUCIWIUINHA JOJDKHA YCTAHOBHUTH CBOIO COOCTBEHHYIO CTPOTYIO
CTPYKTYpY, 0O€CIIeUHBAIOIIYI0 OKa3aHUE MOMOIIY MalUeHTaM II0
JaHHoMy HampasiaeHutro. lIlentp CF  popkeH  HOIyduTh
JOCTaTOuHble pecypcbl  (Hamp., WTarhl, HHGOPMALMOHHAS
TexHHKa) U UHQPACTPyKTypy (CTalpoHapHOe M amOyinaTopHOe
ocHalleHue), koTtopble mnmo3BoiaiT MDT olecrneuuTs ypoBEHB
MOMOIIY, OTBEYaroIuii crannapram EBpomnelickoro oOmecTsa mo
xucrozHoMmy ¢uodposy (ECFS), pekoMeHIOBaHHBIM B JaHHOM
JOKyMEHTE, W TapaHTUPYIOIIUH HAASKHYI0, SKOHOMHYECKH

3¢ (QEeKTHBHYIO M BHICOKOKAYEeCTBEHHYIO IOMOIIb. MBI pU3HaEM,
YTO 3TOrO HEBO3MOXKHO HOCTHYL cpasy ke Bo Bceil EBpome,
OCOOEHHO B CTPaHax ¢ HU3KUM BaJIOBBIM BHYTPEHHHM IIPOJIYKTOM.
I'maBHOe, 4TOOBI TaM, TIJEe OTH CTaHAAPTHl HEBO3MOXKHO
BBITIOJIHUTh, YCTAHABIUBAINCH MPOLEAYPHI, KOTOPHIE IO3BOJISAT
BBINTH Ha CTaHIApPTHBIN yPOBEHb B OJM3KOW MJIM CPEAHECPOUHON
TIEPCTIEKTUBE, U YTOOBI PYKOBOJCTBO OOJIBHUIEI ITOJICPIKUBATIO
xinHuuctoB CF. be3 Haanexxammx pecypcoB CyIIECTBYET PUCK,
yro IeHTp OyJdeT OKa3plBaTh HECKOOPAWHHPOBAHHYIO ¥
HU3KOKAUECTBEHHYIO MoMomb. OTCYTCTBHE COTJIACOBAHHOCTH B
nomou nipu CF nosnusier Ha pe3ysibTarhl Je4eHust [7].

B Hacrosiiee BpeMsi BO3MOXHOCTH JOCTYNa K CIEHHANbHBIM
ciyx6am CF B EBpone pasmuunbl. Kanmudukauus, odyuenue u
(GYHKIMH  CYLIECTBEHHO BapbUpYyIOT. KinMHMueckas IpaKkTHKa
JI0JDKHA, TI0 BO3MOXKHOCTH, ObITh OCHOBaHA Ha JI0Ka3aTelIbCTBAX, 1
OTpakaTh TEKYIINE JOCTMKEHUS HAyKH, KIIMHIYECKUE THPEKTHBEI
W corjacoBaHHbIe MHeHUs. Bpaun-cnermamuctsl no CF mommkHbI
OBITH HauIeKaMM 00pa3oM OOy4YeHBI, KBAIH(DUINPOBAHBI M
3aperuCTPUPOBAHEI rOCYAapCTBEHHBIMH/HAMOHAIEHBIMU
OpraHaMM 3JpaBOOXPAHEHUS, M IOPUIMYECKH MJOMYLIEHBI K
NpakTuKe B JaHHOH  crpaHe.  CremuamucThl  JOJDKHBI
MPaKTUKOBAaTh B paMKax Mpo(ecCHOHaIbHOTO KOo/IeKca MOBEIEHHS
u cBoell kommeTeHnuH. OHM HECYT OTBETCTBEHHOCTb 3a
mojJiep>kanne, OOHOBIEHHE W pacCIIUpeHHE CBOMX 3HAHUM,
kBanmuukanuy, 3(P(EKTHBHOCTH U ONBITa 4Yepe3 aKTHBHOE

OTHOIICHUE K HENPEPBIBHOMY npodeccnoHatEHOMY
obpasoBanuto. HeobOxogumMo ywacTne B CHEHUANBHBIX U
MEXTUCIUIUIMHAPHBIX MHCHEKIUX, HCCIIE0BAHUSAX,

CTaHIapTHU3allU¥, B CXeMaxX BHENIHEHl OIIEHKM KadecTBa, B
OLIEHKAaX, Pa3BUTHUHU U YIYYIIEHHU CITy>KOBI, KaK 10 CIEIHaNbHOI
MOMOIIH, TaK U No e€¢ oka3aHuio B nenoM. Ilockonsky nentp CF
MOXeT OBITh €MHCTBEHHBIM YUPEXKJICHHEM B KaKOM-THOO0 Topoje
WM pETHOHE, HAMOHAIBHBIE U MEXTYHApOIHEIE IIPOrPAMMEI IO
noanepkke CPD, crampgaptusanum W yIydIICHUIO CITY)KOBI
BEChbMa XKeJIaTelbHBI.

B crnemyromux pasgenax M3I0XKeHbI CTAHAAPTHI IO OTAETbHBIM
cneuuansHocTaM B neHTpe CF, pexomennosannsie ECFS.
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2. CTpyKTypa HeiHATPHYECKOr0 H B3POCJIOr0 HEHTPOB

Ilepuatpuueckuilt u B3pocablii HeHTpsl CF nmMeoT MHOTO
OO0IMMX  XapaKTEePUCTHK, TaK UTO H3J0XKEHHBIE HUXKE
TpeOoBaHMsI OOBIYHO OTHOCSITCA K TOMY U Apyromy. Ilockombky
3JI0pOBbE J€Teil M MOJPOCTKOB MNPOJOIDKAET YIydIIaThCs,
OCHOBHAsl pOJIb MMEAMATPUUYECKOW TOMOINM 3aKJII0YaeTcs B
Npo(UITAKTHKE NPOrPEecCUpOBaHUs OoJe3HH. MOpOHIHOCTE U
moutu Becs cMepTHOCTh B cBsi3u ¢ CF mepenBunynnce Ha
B3pociblii  BospacT. Cmyx0a moMOmHM B3pOCIBIM IOJDKHA
YYUTBIBATH  BO3pOCIIHE TpPeOOBaHUS K CTalHMOHAPHOMY
obecrieueHUI0 U MpeobiiajaHue MEXKCHCTEMHBIX OCIIOKHEHHH.
Haxe no mepexojna OT NeJUATPUUYECKOW MOMOILM K MOMOILM
B3POCIIBIM, OY€Hb BaXKHO, UYTOOBI 3TH JBa IIEHTPA TECHO
coTpyaHuuanu. PerynspHele BCTpeun Opurajg IOMOLIH |
COBMECTHBIE IIPOTOKOJIBI CIIIAAAT MpoIlecc Mepexofa Juls
MOJIOZIBIX JIIOJIEH, ¥ CBEAYT K MUHHUMYMY IIEpEMEHBI B JICUCHUN.
D¢ dexruBHOE O0OImEHHE MEXIy OpHragaMu B ITOT IIEPHOL
BYKHO ]ISl YCIIEIIHOTO IpOIiecca Iepexoa.

Hern ¢ CF mepexonsaT BO B3pocCible CIyKObl B BO3pacTe
okoso 17-tu — 19-tm mer. JleTH W KX CEMbH JOJDKHBI
MOHKMMATh, YTO B 3TOM BO3pacTe OHU NEPENAYT BO B3POCIHbIH
ueHtp. Ileauatp He 0Oy4yeH M He MMeEET OMbITa B OKa3aHUH
SMOLIMOHAJILHOW, COLMAJbHOH W MEIMIMHCKOW IOMOIIH
B3POCIBIM HalMeHTaM. Bo B3pocioil momymsuuy mposBIICHUS
MeXcHCTeMHOI Oonesnn (Hamp., nuaber B cBa3u ¢ CF,
OCTEOIOPO3, OCIOKHEHUS Ha MOYKAaX U IICUYCHH, aTHIIHIHBIC
nH(pEKINN) 3HAYUTENbHO Oojee mpobiieMHbl. Bpadun B3pocnoit
MOMOIIM MMEIOT OOJIblIEe PECypcoB IJs MOJIHOW HMH(pOpMauuu
MallMeHTOK O BO3MOXHOM pHCKE IpH OEpEeMEeHHOCTH, H
KOMIIETEHTHBl B  HEaKyIIEpPCKOH ToMOIHM OepeMEeHHbIM
sxeHmuHam ¢ CF.

Monopasie monu ¢ CF u ux ceMbH JOJKHBI y4acTBOBaThH B
IIJTAaHMPOBAHUY IIEPEX0/a YK€ Ha paHHEH cTaguu. DTOT BOIIPOC
JOJKEH OBITH IOCTaBIIeH, Koraa nosydeH auarno3 CF, u BHOBB
MepUOANYECKH 00CYXJaThcs BIOCIEACTBHU. [IpakTHuecku,
o0CcyXIeHHd [OJDKHBI HayaTbCid OKOJO Bo3pacta 11 jer B
KOHTEKCTe  Oece] O  B3POCIEHUH C  XPOHHYECKHM
3aboneBaHneM, Ha  o0Opa3oBaTelbHBIE, COIMAIBHBIE H
ceKkcyasnbHble TeMbl. JloMKHa OBITH HETIOCPEACTBEHHAS CBA3b C
COTJIACOBAaHHBIM  IIPOTOKOJIOM IIEpeX0ja, W  Ha3HAYCHBI
KOOpAMHATOPEl OT obeux Opuran. IlogpocTok um ero/ eé
MOTEYUTENN JOJDKHBI HMMETh BO3MOXHOCTH (hopManbHOIT
BCTPEUH cO B3poCioil Opuragoil Oonbmie, 4eM OJUH pa3s.
Jlyumme Bcero 3TO0 JocTHraerci B oOmed co B3pocioi
Opuranoil KJIMHHKE B mpouecce mnepexona. Ilamuentam u
pOOUTENsIM JOJKHA OBITh TMPENOCTaBIE€HA BO3MOXKHOCTh
MOCELIEHNUs B3pOCibIX oOTAeneHuil. Bo Bpems mnepexona
Ka)XIO0ro IanueHTa NMUChbMEHHas HMH(opManus o HEM IOJDKHA
OBITH IepeaHa B3pocIiIoit Opuraze.

2.1. Lenmp

MHorue u3 TpeOyeMbIX XapaKTepHCTUK OAMHAKOBBI IS
neauaTpuyeckux u B3pocislx neHtpoB. Lentp CF momken
UMETh HaJUIekKaI[Uil MepcoHal M OCHAIleHHe s OKa3aHHs
BCECTOPOHHEH MOMOIIU, U OBITH CIIOCOOHBIM K JIEYCHHUIO BCEX
ocioxHeHuil B cBsizu ¢ CF [4]. TlanueHTaMm HOJDKEH ObBITH
BO3MOJKEH KPYTJIOCYTOUHBIH NMPSIMOI TOCTYII K IIEHTPY.

UToO5! onpaBAaTh U MOAJEPKUBATH HEOOXOIUMBIH YyPOBEHD
KBaIM(GUKAIUN W OIBITA, CHEHUAIbHBIH LEHTP JOJDKCH
ob6cmyxuBath, kKak MUHUMYM, 100 B3pocubix unu gereit ¢ CF.
ITpu HEeKOTOpPBIX OOCTOSTENBCTBAX, 0cOO0OM reorpapuueckom
nosioxkeHun cnenuanbHoro nerrpa CF, unm Hu3KOM wacToTe
3a0071€BaEMOCTH B ONPEACNEHHBIX MOMYJISALUSIX, YHUCIO
Ha0JII0JaeMbIX NAIUEHTOB B IIGHTPE MOXKET YMEHBIIAThCS, HO

He MeHee 4yeM a0 50 wenoBek. LleHTpHI, 0oO0cCIyXHBarome
MeHee 100 mamueHTOB, MOOJDKHBI OBITH NPHUKPEIUIEHB K
KpYIHOMY LEHTPY, uToObl coOpaTh [OCTaTOYHOE YHUCIO
MAIUEHTOB, OINBIT M PECYpPChl A HE3aBHCUMOIO OKa3aHMs
TIOMOIITH.

Bcee mamuentsl ¢ CF IOMKHBI UMETh JOCTYH B LIEHTP AT
IJJAHOBOM M HEOTJIOXKHOHM momouy U KoHcynbranui. [TanuenTtst
IOJDKHBI  PErYIIPHO TIPOXOAWUTH OOCIEIOBaHHS C YacTOTOM,
ompenensieMoil WX ~ WHIUBUIYaIbHBIMH  HOTPECOHOCTSMH.
IlmaHoBBIC TOCEHmICHWS U1 MAIMEHTOB CO  CTaOMIBHBIM
COCTOSIHHMEM JOJDKHBI Ha3HayaTbCsl Kaxable 2-3 Mecdna, B
3aBUCHMOCTH oT TSKECTH 3a00J1eBaHUS. BHoBb
JIUAarHOCTUPOBAHHBIX MJIQJICHLIEB CIEAYyeT OCMaTpUBaTh dalle
(HauMHas ¢ eKEHEIeIbHON NEPUOAUIHOCTH).

Bce manmeHTHl JODKHBI TPOXOIUTH CXETOJHYHO OICHKY,
TapaHTUPYIOIIYIO BEHIMOJNHEHUE HE peke | pasa B TOJA MOIHOTO
MEIUIHCKOTO, JIUETOJIOTUICCKOTO, (PU3MOTEpaneBTHICCKOTO U
TICUXOCONHAILHOTO OOCIICIOBAHUS, a TAKXKE BCEX KOHTPOJBHBIX
aHaIM30B KpoBHU. OTUYET HOKEH ObITh COCTAaBIEH KOHCYJIbTAaHTOM,
KOTOPBIH ODKEH 00CYIHTh IOJy4eHHbIC AaHHbBIC C MALUCHTOM/
MOIIEUUTEISIMU, U COTJIACOBAThH C HUMHU IIJIaH JICYEHHS.

2.2.  MeocoucyunnunapHas 6pueaoa

OcHOBHas MEXIWCHUIUIMHApHas Opuraga OOYYeHHBIX H
ONBITHBIX Bpauel-cienuanucros no CF popkHa oTBeuaTh 3a
OKa3aHME TIOMOIIM TalHeHTy. bpuraga momKkHa  HMETh
YHCJIEHHOCTb, JOCTATOUHYIO Ui KJIMHUYECKOW MOMyJSLUH, U
JOIDKHA BKIIOYaTh ciefyromux crenuamuctoB mo CF m
BCIIOMOT'aTENbHBIN NTEPCOHAIL:

e  [leguarp-mynbMoHoONOT

e  KimHnveckuit MUKpOOHOIIOT

MenunuHCKas TOJJIEPKKAa U3 COCTaBa  OOYYArOIIUXCS
Bpayell (MHTEPHbI, OPANHATOPHI U T.1)
Kimuandeckuit cnenuanuct-menopar/mMencectpa
Criennanuct-GuU3n0TeparneBT
CrenuaiaucT-aueToIor

KimHuyeckuii mecuxosior

ConuanbHbIi pabOTHUK

dapmaneBT

MeMIMHCKUI TeHETHK

Cekperapuat

Koopnunatop 6a3bl TaHHBIX.

JIOJDKHO OBITH SICHO HAa3HAUYEHO MEJHIMHCKOE PYKOBOJCTBO
Opuramoif. OOS3aHHOCTH M OTBETCTBEHHOCTH BCEX BEIYIIHX
Bpaueil B Opuraze HOHKHBI OBITh YETKO ONpEeIeHBI.

ECFS cormamaercss ¢ YHCIEHHBIM COCTaBOM INTaTa JUIs
HeJUATPHYCCKUX H B3pOCibix HeHTpoB (Tabmuuel 1 wu 2),
KOTOPBII PEKOMEH0BaH donznoM MYKOBUCLIU03a
Benuko6puranuun CF Trust (UK) [6]. Dt umdpsr moryr
BapbUPOBaTh B 3aBUCHMOCTM OT OpraHM3alMM IOMOIIH,
reorpaguyeckux  (akTOpOB U JIOKAJIHHBIX/PETHOHATIBHBIX
ocobennocreii  cmyx6sr CF. K  mpumepy,  umcio
(U3NOTEpPaAIeBTOB MOXET BapbHPOBATH COTJIACHO IIPOHNOPLUHI
TAIIMEHTOB, KOTOPBIC CAMU BBOJSIT BHYTPHUBEHHBIC aHTHOUOTUKHI
Ha 10My. YMCIEHHBIH COCTaB AOJKEH OTPAXKaTh HUCIOJIb3YEMYIO
MOZIE€/Ib COBMECTHOM IOMOILIU, € Y4YETOM BpPEMEHH, KOTOPOE
3aTpPauMBalOT  COTPYJHMKM  CIEIHAJbHOTO  IIEHTpa  Ha
o0clieloBaHUE U JIEUEHHE MaIMeHTOB B MecTHoU kinHMKe CF.
Kpome TOrO, MOMKHO OBITH JOCTaTOYHOE OOecHedeHHe Mt
€XKETOJHBIX OTIYCKOB, Y4€OHBIX OTITyCKOB M HENPEIBHICHHBIX
COOBITHH.

Bce ygacTHHKM OpUTranbl TOIDKHBI OBITH 3apETHCTPUPOBAHEI B
COOTBETCTBYIOIIMX HAIMOHANBHBIX OpPraHax 3ApaBOOXPaHEHUS,
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H OBITh YJICHAMH CBOMX HallMOHAJIBHBIX WJIN MEKAYHAapOJIHBIX

Tabmuua 1
KonuuecTBO 3KBHBAJICHTHBIX LITATHBIX CTABOK Ha KIMHUKY: TIOJHAS
MIOMONIb MEIMATPUYECKHM TAIHCHTaM .,

Cexperapb 0,5 1 2
Koopaunatop 6a3bt 0,4 0,8 1
JTAaHHBIX

MesxancuuIIMHapHas 50 mauenToB 150 nanpeHToB > 250 MAlMEHTOB”
Opuraza

Koncynpranr 1 0,5 1 1
Koncynpranr 2 0,3 0,5 1
Koncynsrant 3 - - 0,5
MenuuuHcKui cTaxep 0,8 1,5 2
Croenuanuct- 2 3 4
Meznbpat/mencecTpa

dusnorepanesT 2 3 4
Juerosnor 0,5 1 1,5
Kiunanueckuii ncuxonor 0,5 1 1,5
Couwmanbuelii padotauk 0,5 1 1
dapmaneBT 0,5 1 1
Cexkperapb 0,5 1 2
Koopaunarop 6a3bt 04 0,8 1
JTAHHBIX

2 Marmentsi ¢ 6one3namu, ceszanubiMi ¢ CFTR, He TOMKHBI yIHTBIBATHCS.

® Ecni KIMHHKE 00CIyKHBAIOT 3HAYUTEIBHO Goiblre 250 NaluMeHToB, TO B
MexaucHuIrHapHyto opuragy (MDT) momkHbI OBITH J0OABICHBI HOMOTHUTEIBHbIC
KOHCYJIBTaHTBI, IPUMEPHO OJIMH KOHCYIbTaHT Ha 100 JIONOJHUTENBHBIX MAIMEHTOB.
Take TOTPeOYIOTCS  AOMOIHHTENBHBIC CMEXKHBIE  BPaYH-CICHHATHCTHI U
BCIIOMOTaTe/bHbIH nepcoHan. Bo3MoxHO, OyeT yCTaHOBJICHO NpeEIbHOE YHCIIO
naiueHToB, KoTopsix HeHTp CF cMmokeT a(ddexTHBHO 006CTyXKHBaTh. DTO HYHCIO
Oyner BapbHUpOBaTh B 3aBHCHMMOCTH OT OCHAICHUs OOJBHMIBI, K KOTOPOH
MPHKPETUIEH LEHTP, U BO3MOXKHOCTEH JTOH OONBHHIIBI MO COAEPIKAHUIO INTAaTa s
nentpa. MDT B ka/J0M HEHTpE 10JDKHA €KErOHO IMPOBEPATH YHCIIO MAIMCHTOB, U
OLICHMBATh COOTBETCTBHE PECYPCOB MpEJICIbHOM BEIHYMHE, KOTOpas MO3BOJISET
OKa3bIBaTh IIOMOIIb HA YPOBHE CTAHIAPTOB, PEKOMEHIOBAHHBIX JMUPEKTUBAMH.
Yueno  neamMaTpuyecKMX — MAlMEHTOB, BO3MOXKHO, OCTAHETCA  OTHOCHTEJIBHO
CTaOMIBHBIM, HO YHCIIO B3POCIBIX BO3PACTAET C KaXIBIM rojgoM. HeobXxoaumocTs B
OpraHM3alMi HOBOTO B3POCJIOro HEHTPa B JII0OOM PErHOHE J0JIKHA PAaCCMaTPUBATLCS
3a0naroBpeMenHo. OfecneueHne AOMKHO TIPEIUIECTBOBATH MM COBMAJATh C
MOTPEOHOCTHIO.

rpynn cnenuanuctoB. OHM JOJDKHBI 00JIagaTh CIICIHAILHBEIMI
3HAHMSIMH M OIBITOM B IIOMOIIM AeTsM w/mii B3pocismM ¢ CF.
Onn pomxubl mognepxusarh KIIJ[ (koadduiment mnonesnoro
JIeHcTBHUs), IOcelmas MeCTHble YyueOHble [HH, a TaKxKe
HallMOHAJIbHBIE U MEeXAYyHapoaHble KoHpepeHuuu no CF.

2.3.  Hdocmynnocmu Opyeux cneyuanucmos

BaxxHo, 4TOOBI TpH HEOOXOJUMOCTH UMEJICS IOCTYII K APYTUM
MEAUIMHCKAM U XUpyprudeckuM crenuanucraM. OCHOBHBIE
TIOJIJICP)KUBAIOINNE  CIIEUAIBHOCTH M CIY)XOBI  CIEAyIOIIHe:
TaCTPOIHTEPOJIOTHS. U TeraToIOTUsl (C OIBITOM IO BBITOJIHEHUIO
HEOTJIOXKHON 3HJIOCKOIMYECKOH JIMTaTypsl IpU

Tabmuua 2
KonuuecTBO 3KBHBAICHTHBIX INTATHBIX CTABOK HAa KJIIMHHUKY: MOJNHAs
TIOMOUIb B3POCIIBIM HAILMICHTaM a

Mexmucupnmuaapias 100 narventos 150 mamuentos > 250 narpeHToB”
Opurazna

Koncynpranr 1 0,5 1 1
Koncynpranr 2 0,3 0,5 1
Koncynsrant 3 - - 0,5
rarHelii cotpynauk 0,5 1 1
CrenuaaucT 04 0,8 1
PErUCTPaTypBI

Crenpiamct- 2 3 5
Mezicecpa/MenopaT

®dusnorepanesT 2 4 6
Hueromnor 0,5 1 2
Kinnanueckuii 0,5 1 2
TICHXO0JIOT

Couwmanbaelit pabotauk 0,5 1 2
dapmaneBT 0,5 1 1

2 Marments! ¢ 6one3namu, ceszanubiMi ¢ CFTR, He TOMKHBI yYHTBIBATHCS.
bCm. cHocky k Tabumue 1.

BapHKO03axX IHUIIEBOAA); TUA0ET U SHIOKPHHOJIOTUS; XUPYPTHs yXa,
ropla ¥ HOCa; KapAHOTOpaKalbHAs M O00mas XHUPYPTrHs;
crienmpanbHas aHecTesWss M 00e300JIMBaHME; PEBMAaTOJIOTHS,
He(hpOJIOTHS;  aKyIIepCTBO M THHEKOJIOTHS;  IICHXUATPHS;
MHTCHCUBHAS Tepalys; WHBAa3HBHAS PEHTICHONOTHSA (C OIBITOM
BBIIIOJIHEHUSI ~ HEOTJIOKHOW ~ OpOHXMANBHOW  apTepuUalibHON
9MOO0NHM3aNH, U M30UPATETIbHOH YPE3KOXKHOW TacTPOCTOMHUH O[]
KOHTpoJeM Y3).

2.4.  HUngpacmpykmypa yenmpa

OcHaienne 1ieaTpa CF 10mKHO OBITH MOIXOJSIIMM IS BCEX
BO3pacTHBIX TIpymmn. B 1eHTpe MAOWKHBI OBITH JOCTaTOYHBIE
BO3MOXKHOCTH JUISl HEOTJIOKHOrO OOCIeHOBaHUs aMOyIaTOpHBIX
MALUEHTOB, OyAb TO TNpPHU KIMHUYECKOM OCMOTpE, IOCCLICHUU
THEBHOTO  CTAlMOHApa, WJIM TMpPHU MOCEHIEHUH  OTIEICHUS
craroHapa. Yucno amOyNaTOpHBIX KOEK  JOJDKHO  OBITH
JIOCTaTOYHBIM JIJIsI TOCIUTAJIM3aLMK HE CPOYHBIX IallUEHTOB B
TeUeHWe 7 JHEW, W HEOTJIOXHBIX IAIMCHTOB B TeueHWe 24 4.
TNanaTHbIif  OOCTYXMBAIOIMIT II€PCOHAN, KOHTAKTHPYIOIUH C
ManydeHTaMy, JOJDKEH 00Jafarh JOCTATOYHBIMH 3HAHUSAMH U
omnsitoM B iomouy npu CF. HakoHer, 70JDKHBI HIMETBCS pECYpPCHI U
IITATHI /ISl BHYTPUBEHHOTO BBEACHHUSI aHTHOMOTUKOB Ha JIOMY O[]
Ha130pOM 00YYEHHBIX BBIC3IHBIX MEICECTED.

2.5. Mzonayus

Bce wentper CF  JOKHBI  HMMETh  SICHYIO — HOJMTHKY
MPEAYNPEKICHHS W KOHTPOJIS HWH(EKIHMH; OCHAIICHUE IOJDKHO
ofecreynBaTh HAUIKAILYIO H30JSLHIO TAallMEHTOB BO H30exaHNe
nepekpécTHoi uHGekimu. Bo Bpemst mpeObiBaHus B OOJIBHHUILE
MalKMeHTHI HE TOJDKHBI MTOJIb30BATHCS OTHOM KOMHATOM, BAHHOW WX
TyaJleTOM, W HE JIOJDKHBI KOHTaKTUPOBaTh B 30HAX OXKHAAHHUS,
Hamp., B kmHukax CF, manarax, OTHOENCHUSX AanTeKH U
PCHTTCHOJIOTHH.

2.6.  Jlocmynuocmo cneyuanvbHuix 00C1e008anuil

B cnemmansabix nentpax CF nomkeH ObITh MpOCTON AOCTYH K
CIeLMAIbHBIM HCCIIe0BaHMSM. K TakoBBIM OTHOCATCS: OOBIYHBIC
aHaJIu3bl OMOXMMHM M TeMaTOJIOTHH, a TAKKEe aHalu3 I0Ta U
olIpe/ieNeHne ypoBHEH ’KHPOPACTBOPHUMBIX BHTAMUHOB,
AMHHOTJIMKO3HI0B, aHAJU3bI [0 META0O0IM3MY TJIFOKO3bI (BKJIIOYAs
CHCTEMBI HETIPEPHIBHOTO MOHHTOPHHTA TJIFOKO3BI).
Muxkpobronornaeckast — cryx0a  JOIDKHa ~ OBITh  CHOCOOHA
obpabateiBarh mpoOk! oT narmenToB ¢ CF u HanéxHO omnpenessith
Burkholderia spp., HeryOepKkyné3Hble MHKOOAKTEpHH, TPHOKOBYIO
uHdexumo.  Tarke  JODKHO — BBIIOJHATBCS — MOJICKYJApHOE
THIHUPOBAaHUE IIATOTCHOB M MMMYHOJIOTHYECKHH MOHHMTOPHUHI
AJUIEPIHIECKOr0 OPOHXO-JIETOYHOTO aCHepriiIé3a.

Ou3MoNIOTHS  OJDKHA ~ BKIIOYATh  ONPEAEICHUE JIETOYHBIX
¢yHkIuit (craroHapHas W aMOynaToOpHas CIIMPOMETPHS), ITyJIbC-
OKCHMETPHIO (C BO3MOXHOCThIO HOuHOro mouurtopunra O./CO,),
U3MepeHus ¢ (U3M4ECKOil HAarpy3koil M NpoOBepKy Oe30MacHOCTH
HOJETOB IPH MYTELIECTBUM HA CAMOJIETAX.

Cyx6a PEHTTEeHOPaaHOIOT U JIOJDKHA BKJIIOYaTh
kommbioTepHyto ToMorpaduio (CT), yaprpacoHorpaduio mnedeHy,
JIBYX9HEPreTHYECKYI0 PEHTI'€HOBCKYI0 abcopbumomerpuro (DXA)
KocTeil. BrlcokowacToTHas ayJuOMeTpHsi C YHCTBIM TOHOM U
rudKast GpOHXOCKOIHUS TAKXKE AOJDKHBI OBITH JIOCTYIIHBL
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2.7. Pasnoe

JIOMKHO MMETBCSl OCHAILCHHE IUIsi MpeObIBaHUS pOJMTENCH/
none4uTesneil B OOJIbHUIIE BMECTE C JETBMHU, U BO3MOKHOCTB IS
JieTell moTydaTh HaJuIexalee o0pa3oBaHue B OONbHUIIE, €CIIU U3-
3a OOJIE3HN OHM HE MOTYT IOCEUIaTh IIKOJYy. J[OJDKHBI MMEThCS
OCHAIIEHHBIC TOMEIECHHS I UT'DP ¥/HIN PpeKpearny Ui y4eOHbIX
3aHITHH.

Hentp CF pomken npuHUMaTh AaKTUBHOE YydacTue B
KIMHUYECKHX W OPTaHM3allMOHHBIX HCCIEJOBAaHUAX, MOOIIPATH
y4JacTHe MaleHTOB B KIMHHYECKUX UCIBITAaHUAX. Kaskaplit eHTp
JOIKEH CTPEMHUTBhCS KO BCTYIUICHHIO B  PaCIIMPSIONIYIOCS
EBporeiickyto ceTh KJIMHUYECKUX UCTbITanuii (Www.ecfs.eu/ctn).

2.8. Acnexmul esponeiickoli NOIUMUKU 6 00AACU HOMOWU 8
yenmpax CF

CF/mykoBuciuno3 — 3to peakoe 3aboneBanue (T.e. < 1 Ha
2000), m B OTOM acCHEKTe OTHOCHTCA K OOJacTH ACHCTBUS
HECKOJBbKUX MONUTHYeCKHX MHHIMaTHB EBpomelickoro Coro3a
(EC) B oTHOIIEHNHU HCCeOBaHUH U JieueOHOoH nmomoInu. LIeHTps
CF, cornacuo JupexkruBam Komurera skcnepros EBponeiickoit
Komucenn mno pexkum 3aboneBaHusM «LIeHTpBI SKCIEPTH3HI
penkux 3a0oJeBaHUiIT», MOTYT HAeiiCTBOBaTh B paMKax BHOBBb
CO3JaHHBIX €BPONEHCKHX OTAJOHHBIX CeTe 10 pPemKuM
3aboneBanusM. bynyun penkoi  OGomesnsto, CF  ummeer
cneuuanbHbiii craryc (Ct. 54) B MexxnaunonansHol J{upektuse,
KoTOpass oOnerdaer OOMEH OINBITOM M JaXe TMalueHTaMHu, H
CJIeIOBATENbHO, MOMOTaeT YCTPaHATh HEPABEHCTBO B OKAa3aHUH
nomomy. PasBute mnomomu B uerHrpax CF crpan EC
noxnepxkuBaercs Pekomennanueit Cosera EC mo neicTBusiM B
obnactu peakux 3abonesanuii (EC 2009/C 151/02). Ilpumenenne
pEeOKUX MEAWIMHCKHX IpoxykroB B momomu npu CF Toxe
OTHOCHTCS K TAaKHM MOJUTHYECKUM HHUIINATUBAM.

3. Opranusanus Bpayeii-cnequajanucToB
3.1.  Kowucynoemanm no CF

Koncynbrant, koTopsiii padotaer B cnenuaisHoM nentpe CF,
JOIDKEH  IONyYUTh  aKKpeJUTOBaHHOE  oOpa3oBaHHE IO
crieranbHOM momomu  GombHEIM CF  meTsM wmim  B3poCIBIM,
OOBIYHO B KOHTEKCTE CIICINAIM3ALIH 110 ITYITEMOHOJIOTHHU. 3HAHUS
W yMEHHs, KOTOPBIMH HOJDKeH oOnamate koHcynbTanT mo CF,
onucanbl HKe [8].

3.1.1 3uanus

Koncynsrant mo CF pomkeH o0nagaTh 3HAHUSAMH 110
snupemuonorn  u  marodusuonormn  CF,  stHomormm
peclupaTOpHbIX M Ipouux ImpossiaeHuil u ocnoxHenuit CF,
BKJIIOYass MacCHBHOE KPOBOXapKaHHE, MHEBMOTOPAKC, JETOYHYIO
HEJIOCTaTOYHOCTb, MOPaKEHHWE CHCTEMBI IHINEBapeHus, auaber,
po6seMs! GepTUIBHOCTH U OepeMEHHOCTH (IIOMOLIb B3POCIBIM),
NCUXOCOLHaIbHble IpoOnemMbl. KoOHCYnbTaHT HOMKEH ObITh
3HAKOM ¢ TpebyeMbIMU o0cneioBaHUsAMH, BKJIIOYAs
MHKPOOUOJIOTHYECKOE HCCIIEOBAaHUE, HEMHBA3UBHYIO CBEMKY
n300paXEHUH, Takyl0 Kak pPEHTTeH TIPyJHOH KIETKH U
xommbiotepHas Tomorpadusa. Koucymsrant CF poikeH Taxoke
OBITh 3HaKOM C (hapMaKOJOTHEH WHTaJSIMUOHHBIX, OPAIBHBIX
CHCTEMHBIX JIEKapCTB, KOTOpbIE MPOIMCAHBI IAIMCHTaM, U C
Pa3IHIHBIMU BMEIIIATEeIIbCTBAMH, IIPOBOIIMBIMH
¢usunorepanesTom. OH [NODKEH HAOMIOAATH 33 AITUMEHTapHBIM
COCTOSIHUEM KaKIOro TalMeHTa, M MNpU HEOOXOAUMOCTH
MpEINUCHIBATh SHTEPATIBHOE TUTAHHKE.

Haxonen, xoncynsrant mo CF nomkeH 3HaTh MOKa3aHUS K
TpaHCIUIAHTAIMK JIETKUX M HUMETh OIBIT OOCYKHEHHS 3TOTrO

BoIpoca ¢ mauueHTaMu U IMOINCUYNUTEIIAMU.

3.1.2. Ymenusn

Koncynsrant mo CF nomkeH wuMeTs cHocOOHOCTH K
NPUMEHEHHWIO  YKa3aHHBIX  BBIIE 3HAHWM B JICUCHUH
pecnMpaTOpHbIX U IPOYMX HPOSBIECHUHN U Ocl0xkHEeHUH. Takke oH
JIOJDKEH YMeTb HHTEpIPETUPOBATH pe3yabTaThl
MHKpPOOMOJIOTUYECKOTO  aHalM3a MOKPOTHl, U  OLCHUBATh
(yHKIMOHANBHOE cocTosiHUE mnanueHToB. Koncymerant mo CF
Taloke  JOJDKEH  MMETh  XOpOIIMe  KOMMYHHKAI[HOHHBIE
CHOCOOHOCTH, YTOOBI 110 Mepe pa3BUTHA O0JIe3HU UH(POPMUPOBATh
CBOHX MTALIUEHTOB U MX MOMeYnTENei.

[lman pabotel koHcynpTanTa 1o CF 1OmKeH OTBOAWUTH
noctatoyHoe Bpems Ha manueHToB CF, Kak A KIMHUYECKOH
paboTBl, Tak W Ul OpPraHM3AIMOHHBIX MeponpusTuid. Ilman
JOJDKEH BKIIIOYATh BO3MOXKHOCTBH HETIPEPHIBHOTO 00pa30BaHUS 110
CF, K KOTOPOMY OTHOCHTCSI TalkKe y4acTHe B HAIIMOHAJBHBIX U
MEXKAYyHapOIHBIX KoHpepeHmmsx mno myiasMoHonormn u  CF.
YrtoOBl OCTaBaTbcsi Ha COBPEMEHHOM YPOBHE IOCTHIKEHUH B
JeYeHUH M HCCleNoBaHMAX, KoHCynbTaHT mo CF gomxeH He
menee 50% pabGodero Bpemenu nocesuarh Bornpocam CF.

3.2, Kaunuueckoe pykogoocmeo

Jupekrop crnenuansHoro nenrpa CF oObraHO sBIsIeTCS €ro
KIMHUYECKUM  pPYKOBOIWTENICM, U  JOJDKEH  PYKOBOJUTH
MexauciumnHapHoid  Opuragoit CF. OH  JOMKeH  CIlyXHUTh
CBSI3YIOIIMM 3BEHOM MEXIY KIMHHYECKUMU OJKCIEpTaMH |
aupeknueit GonpHuupl. KiMHU4eckuil pyKoBOAUTENb/ IUPEKTOP
LEHTpa JOJDKEH BO3IVIABJIATH Opuragy, U oOecrneyuBath:
HAJUISKAIIYI0 TOJJEPKKY HOTpeOHOCTeH COTPYAHHKOB U HX
poeCCHOHATIBHOTO Pa3BUTHS; IPEIOCTABICHAE BO3MOXKHOCTH
TIOCEeHNs HAIIMOHAIBHBIX U MEXKTyHapOIHBIX KOH(QEpeHIui 1o
CF; moompenne wuccienoBannii. JIUpeKTop Tamke OJDKEH
obecreunTh MOJ/epKaHUEe €IUHCTBA OpHUTrafbl, U BO3MOXKHOCTU
JUISL KQKAOTO COTPYIHUKA MPECTaBIsATh HA PACCMOTPEHHE CBOU
HaOJTI0/ICHUS] U MHEHHS 110 BEACHUIO MaIUEeHTa.

BaxxHo,  4TOOBI ~ AMPEKTOp  MOHMMAl  OPraHU3ALUIO
(uHAHCOBOTO O0ECIIEYEeHHsI CHCTEMBI 3[]paBOOXPAHEHHS B CTPaHe,
M MOT pa3BUBaTh U COXPAHATH (UHAHCOBYIO MOIJECPXKKY,
Tpebyemyto mis ciayx0b1 CF. JlupekTtop HODKEH PYKOBOJHUTH
HabOpOM TIIepcoHaNa ¢ IMEIbl0  JOCTIDKCHUS  KOJHMYecTBa
COTPYAHHKOB, PEKOMEHJOBaHHOTO JaHHbIMH CraHmapTamu
okazauss momomu. OH JOKEH OOeCHeunTh eXKeHEAEIbHOe
npoBeneHue coBemanuii Opuragsl CF, MHCIEKIUIO pe3ysIbTaToB
paboThI LeHTpa, U 00CYKIEHUE PE3yIbTaTOB ¢ OpUTamoil ¢ LeTbIo
yIydIIeHHs] KadyecTBa MOMOIIM COTIAacHO cTaHxapTam. J{is 3Toro
JIUPEKTOp JIOJDKEH HaOJIIofaTh 3a TOYHOCTBIO cOOpa HAaHHBIX
JOKyMEHTaIMeH, 3a nepenadeil 3THUX JaHHBIX B HAI[MOHAIBHBIA 1
€BPOICHCKUIA PErUCTPBL.

B HeKOTOpBIX IIEHTpax MOTYT HMETbCS 3aMECTHTEIH/
TIOMOIIHUKU AupeKTopa. B TakoMm ciyuae HEOOXOAMMO TOUHOE
OTIpe/ieNIeHuE OTBETCTBEHHOCTH M B3aUMOAEHCTBHSI.

4. Opranusanus padorsl kaunnyeckoro CF cnenmnanucra-
MececTpbl/Me0paTa (CeHATUCT 10 KIUHHYECKOMY YXO0/1y)

4.1. Obsazannocmu KAUHUYECKO20 CF cneyuanucma-
Mmedcecmbi/medbpama
O06s13aHHOCTH KIIMHUYECKOTO CF crieuaIncTa-

MejicecThl/Meaopara BKIroYaroT [6]:

e  o0OyueHue, pa3bsCHEHHE U ITICHUXOCOIMANBHYIO MOAICPKKY,
0COOEHHO B TAKUE BaXKHbIE MOMEHTHI, KaK:
O  yBEIOMJIEHHE O pe3ysbTaTaX CKPUHUHTA U JIUarHO3a,
O  mnepBas OCHMUTAIM3ALMA,
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MIePBEIi Kypc BHYTPUBEHHBIX aHTHOHOTHKOB,

BTOpO# AuarHo3 (Hamp., quader B cBs3u ¢ CF),
Nepexo1 OT NEANATPUUECKOHN K B3pOCIION TOMOLLH,
pPENpPOAYKTUBHBIE ~ BONpPOCHI,  MpEHATadbHast |

MOCTHATAJIbHAS TIOMOILb,

O  BOMNPOCHI TPAHCIIIAHTALUU U JIOKHBAHUS,

e MpemocTaBieHUE NOANEPKKH U OOYUCHHUS HA IOMY, OCOOCHHO
NpU HAJOMHOW BHYTPUBEHHOH aHTHOMOTHYECKOH Teparud,
WHTABIIMOHHON ~ Tepamuy,  SHTEpaJbHOM  IHTAHHH,
HEWHBA3UBHOW BEHTHIIALNY,

e mpenocrasieHue HHpopManuu otHocutensbHo CF mpounm
JMIaM (B IETCKOM caJy, IIIKOJIe, By3e, Ha paboTe),

e  OCYLIECTBICHHE CBA3E€H MEXKAY IMALUMEHTOM U CEMbEN,
MepBUYHOM ITOMOINBIO, KOMMYHAQJIBHBIMH —CIy)XOaMH U
OOJIbHUIIEH,

®  ABIATHCS MCTOYHUKOM oOyueHMss ¥ uHOpManmu Juist
OCTaJIBHBIX CHEIHMAIMCTOB, yyacTByronwmx B oMoy npu CF.

O OO0 O

4.2.  Jlocmyn, 603M0%CHOCMU U OCHAWEHUe

B Opuraze nomkHO ObITE HocTaToYHOE YKCIO KinHUYeckux CF
CIIeLHAINCTOB-MEACECTPbl/Mea0paTa ¢ SKCIEPTHBIMU 3HAHUSAMH O
CF [9. CF chenuamucT-mMeacectpsl/Mendpara  JI0JDKEH
HPEIOCTABIIATh KBAIM(UIMPOBAHHYIO MOAACPHKKY, KOHCYJBTALUU
W TIOMOIIb HEMOCPEJCTBEHHO IAIIMEHTy M €ro ceMbe, Ije Obl HU
noTpeboBaJIOCh, Mocemasi X B OOJBHMIIE W JoMa. OJTa Ciyx0a
BapbUpyeT B Pa3sHBIX MOMYJSIIUSX ITAlMeHTOB, B 3aBHCHMOCTH OT
HEOOXOANMOCTH Hu noTpeOHOCTEH. JesaTensHOCTD CF
CICLMAINCTOB-MEACEeCTPhbl/Menopara JIOJDKHA MIOCTOSTHHO
pa3BUBATHCS COMIACHO MOTpeGHOCTSIM MecTHOH momyisiiuu CF [4].

CF cneumanucry-mezacectpe/menopary — (CHEUHAINCTy 110
KIMHUYECKOMY yXOJy) TpeOyeTcsl JOCTaTOUHOE BpeMs, CIy>KCOHbIH
KaOMHET, KOMIBIOTEp C ITPUHTEPOM U (pUHAHCOBAs IOIJEPIKKa,
YTOOBI MMETh BO3MOXKHOCTH OCYIIECTBICHUS HAA&KHOHW ITOMOIIH.
OH JI0IDKEH TOIePKUBATh PEryIApHBIA KOHTAKT C MaleHTaMu U
CEMBSIMH B IIEPHOBI MEXIY IOCEIIEHUSIMU KINHUKH, U HOITOMY
eMy HEOOXOAMM JOCTYN K TaKUM TEXHOJOTHSAM, KaK 3JIEeKTPOHHAs
nouTa, TesieoH u TekcToBbie SMS.

4.3.  Kmouesvie cmaduu oxazanus nomowu

4.3.1. luacnos

JlnarHocTrka 4epe3 CKpUHHHI HOBOPOXKAEHHBIX ceiuac 0ObIYHA
Bo MHorux crpanax. CF cnernmanmcr-mencecTpa/Menopar urpaer
aKTHBHYIO POJb B IIEPEroBOpax C POAMTEISIMA O JAWArHo3e, O
HPEJOCTABICHUH  TEKyIIeH IMOJIEP)KKM ¥ HEHPEphIBHOTO
UHGOPMUPOBAHHUS TOCIIe NepBUYHON Oecenbl. Tam, rae CKPUHUHT
He mnposomutcsi, CF cmnenmanucr-mencecrpa/menopar urpaer
AHAJOTUYHYIO pPOJb, Mpeaaras MNOANCPHKKY, KOHCYIbTALUH MU
napopMupoBaHne. B 3aBucumMocTH OT BO3pacTa IIOCTAaHOBKH
quarao3a (IepBBIf TOJ MKW3HM, IETCTBO, B3POCIBIH BO3PAcCT),
YPOBEHb U 4acToTa cobeceJOBaHHI JOJDKHBI OBITh COTIACOBAHEI C
UHAUBUIYATBHBIME [OTpeOHOCTSIMH. [109TOMY Ba)KEH KOHTAKT
mexay CF chnenmanmucrom-mencectpa/mendpar v MaludeHTOM /
poauTensamMu, Oyap To B O0JIbHULE, IPH MOCEILCHUH HA IOMY, Yepe3
3NIEKTPOHHYIO TIOYTY WM TenedoH.

4.3.2. [lowkonwrvie 200bl

JInst MHOTHX, IOCIe INPUMHUPEHUS C JUarHO30M, OOYydYeHHS
TIOAEPKAHUIO PEKIMA JICUCHUS U HAJTKUBAHUS CEMEHHOM JKI3HH,
paHHHE TOABI KAXyTCs MOYTH HOpPMaIbHBIMH. OIHAKO ecTh
HECKONbko  mpeameroB, B kotopeix CF  crmermanuct-
MmejcecTpa/Menopar MOXKET OKa3aTb 00pa3oBaTeNbHyIO,
HPAKTHYECKYI0 U MCHXOCOLMaNbHYI0 moanepxky [10], takue kak:
JIEKapCTBEHHOE JICYEHHE; MHUTaHUE; MOAOOp 3aMECTUTENBHOM
Tepanuy  TNAHKpeaTHdeCcKuMH  (epMeHTamMu  (ompereneHne
TIPaBIIILHOM JIO3BI WIIM KOHCYJIBTAIUSL, €CIIH PeOSHOK OTKA3bIBACTCS

TIPUHUMATH (EePMEHTHI), COBMECTHO C AUETOJIOTOM; PacHO3HABAHHE
NEroYHBIX MHGEKUUH 1 IPUHATHE PELICHUH O KOHCYNBTALUAX WIIH
HaJajie TepanuM; MPOBEJCHHE OYMCTKH MABIXaTENbHBIX IyTeH H
YHPaXKHEHUH, COBMECTHO ¢ (U3MOTEPAaNeBTOM; OTIPABICHHE B
nerckuid can; Oecenpl ¢ Oparhsmu/cécTpaMu; IUIAaHHPOBAHHE
POXKIeHHS TIOCIIEAYIOIUX AETEH.

4.3.3. llxonvHbie 20061

Korma peGEHOK oOTmpaBisercss B IIKOTY, 3TO MOXET CTaTh
TPaBMHPYIOIIUM OIBITOM s oboro poautens. Ecmu xe y
peoénka CF, To BO3MOXHO  OCCIOKOWCTBO  poauTeneit
OTHOCHTEIBHO TIOTEPH KOHTpONs. MHOrME CIELHANUCThl  T10
kiHYeckoMy yxony npu CF mocemaior mxoiny (¢ MO3BOJEHHSA
pomureneif), 4ToOBl O3HAKOMHTH U IOATOTOBHTH YUHTENS K
HAOJIOJICHUIO B  CJICAYIONIMX HANpPAaBICHWAX: IIOJIEpXKAHHUE
XOPOILETO MUTAHUA B MIKOJIE; IPUEM ITaHKPEaTHIECKUX (hePMEHTOB
W TPOYMX JIEKapCTB M HWHTAINUH; KOHTaKTHl CO IIKOJIBHOM
MEJCECTPOii; YNpOLIeHWe OTIycKa [UIs IMOCelIeHHd Bpauda/
TOCIHUTANN3ALMY; O00ecleyeHne BO3PACTAIOIIEH HE3aBUCHMOCTU
peOEHKa; KOHCYJBTAIMM II0 BONPOCAM HECOOTIONCHHUS pPEXUMA,
0COOEHHO THUTAHUSI M OYHCTKU IbIXaTeNbHBIX IMyTed. Creruanict
mo kimuHIYeckoMy yxoay (CF cmemwmammcr-mezncectpa/menopar)
TIOMOTaeT POJWUTEISIM B 3TO BpeMs, OCOOCHHO IIPH BBIE3THBIX
BCTpeYax, IOCKOJIBKY OHH IPOXOAT BHE OOJIBHUYHOTO OKPY>KCHUS,
W TO3BOJIIIOT OOCYIWTH BCE 3a0OTHI B 0Oe30IIacCHOM M 3HAKOMOW
00CTaHOBKe.

Msuorue mxkonsHUKH ¢ CF 4yBCTBYIOT ce0sl OTHOCHTENIBHO
XOpOIIO, U MPUHUMAIOT y4acTHe BO BCEH y4yeOHOM, CIIOPTUBHOU U
OOILIECTBEHHOM JMIESTENILHOCTH, MPOBOAMMONM B Iukoie. MHorma
TpeOyeTcss IONOJHUTENIBHOS JIeUeHHe. Takas MOIepKUBAroIas
Tepanus, Kak BHYTPUBEHHbIC HHBCKIINN WIH SHTEPAIbHOE MHTAHHUE
Ha JOMy, OOBIYHO MO3BOJIIET PEeOEHKY MHPOAODKATH IIOCCIICHHE
mIKoJbl. YacTo momMoraeT okasaHue BBIE3IHON MOMOIIH, ITIOCKOJIBKY
00BIUHBIE MPOOBI (HAmp., CIUPOMETPUI0) MOeT mpoBoauts CF
CHeLHAIUCT-MEACECTPa/MeI0paT, M CBOEBPEMEHHO  BBIABIATH

npo6iemsr [11, 12].

4.3.4. Iloopocmxoswvie 20061

Monppoctkn ¢ CF mpoxonar depe3 Takue ke (HU3UUECKHE H
SMOIMOHAJIFHBIE H3MEHEHHs], 1 HIMEIOT T€ XK€ OXKHIAHMS, U9TO U UX
3/I0pOBBIC CBEPCTHHKH, HE3aBUCUMO OT TSDKECTH JIETOUHON OOJe3HN
[13]. CF cneuunanucr-meacectpa/MeadpaT JODKEH OBITH TOTOB K
OTKPBITOMY M 4YECTHOMY OOCYXIEHHIO TaKHX BOIIPOCOB, Kak:
UCIIOJIB30BaHUE BOCCTAHOBUTEIBHBIX JICKAPCTB UM HMX BIHMSHUE Ha
CF; cekcyanbHOCTb, 0€30MacHBIi CEKC M KOHTpALeTILHS;
(bepTuabHOCTE U OSpeMEHHOCTh; JalbHellee oOpa3oBaHHE U
pabota; ¢urypa M CaMOOLICHKA; COONIONCHUE DPEXHMa TEpaluH;
B3aMMOOTHOIICHUS. C POMUTEISIMH; YCHJICHHE CAaMOIIOMOIIH,
COOMIOICHNS peXkMa M OTBETCTBEHHOCTH; TOYHas HH(opMarwms 00
nX OOJIC3HH U TEpaITiy.

CF CIeLHMATICT-MeicecTpa/Men0paT JIOJDKEH OBITH
JEJIMKaTHBIM U YECTHBIM, CO00IIast HHPOPMALIMIO MOJIOBIM JIFOIAM
¢ CF [14-16]. MHoro uxdopMariu OHU (M UX CEMbH) Y3HAIOT OT
CBEPCTHHKOB, U3 MAacCOBBIX MCTOYHHMKOB M HMHTepHera. [lostomy
nHpopMarIws, coobmmaemast CF CHEIHAINCTOM-
MejcecTpa/Me0paT, 10JDKHA OBITH TOYHOH M CBOEBPEMEHHOM.

4.3.5. Ilepexod om neduampuueckoli Ko 63p0cioil NomMowju

Bee netn ¢ CF nomkHBI mepexoquTh OT MEIUATPUUECKOW KO
B3pOCIION MOMOIM. BaXHOCTh MJIAaBHOrO NPOBEAEHUs Hpolecca
nepexoza obuenpusnana [17, 18]. Tlepexon ot nmenuaTpuieckoi Ko
B3POCJIOI TOMOIIM TTPOUCXOJHUT B TO BPEMsI, KOT/]a MOJIOZBIE JIFOAU
¢ CF craHOBSTCS B3pOCIIBIMH B OCTAIBHBIX 00JIACTSIX CBOEH JKH3HH,
HanpyMep, NPOAODKAIOT 00pa3oBaHHE WIM HAYT paboTaTh,
(GopMHpPYIOT ~ B3aUMOOTHONIEHHMST W TNPHHUMAIOT  OOJbIIe
OTBETCTBEHHOCTH 3a CBOI 00pa3 KU3HU.
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CrenoBaTenbHO, 0 MHOTHM IPUYUHAM IIEPEX0]l MOXKET CTaTh
TpyaHbiM. Crenmanucr no kiauHudeckomy yxoxy mnpu CF,
Y4YacTBYIOLIMII B Ipoliecce Nepexoja, JOJDKEH YYecTb MHOTHUE
NPensTCTBHSA, 3aTPyJHSIOIINE yCIeHOCTh nepexoaa [19, 20]. 1
HEeANaTPUYECKUi, ¥ B3POCIBIl CHELMAIUCTHl MO0 KIMHUYECKOMY
yxony (CF cnernmanucr-mencectpa/mMendpar) UrparoT BaXKHYIO
poib B OOECIEUEHUH YCHENIHOTO IIepexoja, M PEeIIaloT TaKue
BOINIPOCH], KaK: y4YacTHe MalWeHTa W POAUTENEH B MPHHATHU
pemreHusi, YETKas B3aUMOCBA3b MEXTY IEIUATPUUECKOH U
B3pOCIION OpHragamMu IIOMOIIM; IOIXOASAINAS KIMHHUKA IS
nepexoja, BKIIOHYaOIIas Opuraay; oOecreyeHHe MOCCICHUS
B3POCJION KIMHUKHU C HAJUICKAIMM HaOII0ICHHEM.

Monozple  TIOAM  MOTYT  IOYYBCTBOBATb,  4YTO  HX
TOCIIMTAIN3ALMsA BO B3POCHBIH LEHTP — 3TO HEU3BECTHAA UM
rajarta ¢ HE3HaKOMBIM IepcoHanioM. IlepBas rocmmranm3anus
TaKWX JOfeH TpeOyeT MOBBIIIEHHOTO BHUMAHHS U JSIUKaTHOCTH
K HAM U HX CEMbSIM CO CTOPOHBI II€PCOHANA, MOAJCPKKH U
TIAIMEHTA, ¥ CEMbH CIICIUAIICTOM IO KinHH4eckomy yxoxy. CF
CIIeLHAIUCT-MEACECTPA/MEI0OpaT [OJDKEH IOJJCPKUBATD CBS3U
nepconana ¢ 6puranoit CF.

4.4.  Bspocnvie 20061

CF cnemmamcr-MencecTpa/Me0pat UrpacT BaKHEHIITYIO poib
B TOMOIIM B3pOCIOMY IAI[MEHTy HpH MHOIJIEepKaHUHM OalaHca
MEXIy COOJIONCHHEM peXHMa Teparmud U o0pa3oM KH3HH, U
HPHU3HAET HEOOXOIMMOCTh HHUBHU/YaIbHbIX H3MEHEHHUI pexxuMa,
HpUroHbIX Uit naruenTa. Crona oTHOCHTCSA: MH(OPMHPOBaHUE
HaHMMaTeNne W COTPYJHUKOB  IAlMEHTa,  CBS3M  C
TOCYIapCTBCHHBIMH YYPEXICHUAMU M OpraHuzauus pabouux
MecT Ui obecriedeHrs MAaKCUMAalIbHON MOJIep KK (prHAHCOBOIT
W TIPaKTHYECKOH), YTOOBI MAI[MEHTHl OCTABAJIHChH 3aHSATHIMH WIIN
NepeyYNBaINCh; 3allUTa HHTEPECOB MAIUEHTa B MECTHBIX
COIMANIBHBIX CIyk0ax; NH(GOPMHUPOBAHHUE U CBSI3U C CEMEHHBIMHU
BpauyaMHM M MECTHbIMHM (papMalleBTaMHM; YJIy4IICHHE YCIOBHH
JIOCTYIIa B KJIACCHI B MHCTUTYTE WM YHUBEPCUTETE; MOCTEIICHHO,
CHCLMAIUCT 1O KIMHUYECKOMY YXOAy HauuHaeT padoTy B
COTPYJHUYECTBE C CEMEHHBIM BPAauyOM, COLMAIbHBIMHU CIIyXKOamMu
u 6puranoit CF 1o mojnepkke ManueHToB, TOMOTAIOIINX CBOUM
IpecTapensM  pomuTeNsiM;  obecriedueHune  MH(pOpMAIUCH,
KOHCYJBTAIMSIMU 1 TOAIEPAKKOI [0 BOIPOCaM Pa3MHOMKEHHUS, KaK
MYKX4HH, Tak U xeHuwmH ¢ CF; npakTuyeckas U SMOLHOHAIbHAS
TIOJIJIep>KKa B HEOHATAIBHBIA M IIOCTHATAIBHBIIN IEPHO/IBL.

OCIIO)KHEHHUS Yalle MPOUCXOAT y cTapmux nanueHToB ¢ CF
21-23]. Brie3nHoe oOciy)KHBaHHE, IPOBOJUMOE CIICLHAINCTOM
o KIMHUYECKOMY yxony (CF CHELHATUCTOM-
MejcecTpa/Mendpar), IOMOXKET CIUIAHUPOBATh CJIOXKHBIE PEKUMBI
JIeYeHNs, U OPTaHHW30BaTh IOMOIUb JUIS IMOJJEepKaHus OanaHca
MEXKy 00pa30M KHU3HH U Teparueil.

4.5.  Bonpocul mpancnaanmayuu u 004CUBAHUS

Korma rocmnuranmsamuu CTaHOBATCA Oonlee dYacTBIMU U
JOJITUMH, KOTJia BO3pacTaeT OpeMs Tepanuu, MalueHTbl MM HX
CEMbU MOTYT IIOCTaBHTb BOIIPOC O TPaHCIUIAHTAUWK JIErkux. [Ipu
HavyaJIbHOM OOCYXIECHHH C OpHrajgoil y HManueHTOB M HX ceMeil
BO3HHKAIOT BOIIPOCHI U 00ECIOKOEHHOCTh. B mporecce npuHsATHS
pelIeHys BeJIrKa POJIb CHEHAINCTA 10 KINHUIECKOMY yXOay IpH
CF (CF cnenmanucr-mencectpa/mMendpar) B IIaHe pa3bsICHEHUS U
uHpopMaIHu.

CF nponomxaer cokpamars >XKu3Hb. CMepTb B JIE€TCKOM
BO3pAacTe, XOTA U PEAKO, HO CilydaeTcs. B IpOTHBOIOIOXKHOCTD
JIPYTHM XpOHHMYECKUM 3aboneBaHusM, mociennue cragud CF
ObIBaeT TpPYAHO pacmo3HaTh. [lammeHTaM wacto Tpebyercs
BO3MOXKHOCTh OOCYIUTh CBOM CTpaxH M TPEBOTH, OIHAKO
pa3roBOp HA 3TH TEMBI C POACTBEHHUKAMH HEYJIO0OCH MIIN CKOBaH,
n3-3a OOS3HM pacCTPOUTh WM OTOPUUTH HX. Pa3bsicHeHUs

CIIEIMAIICTa MO0 KINHUYECKOMY YXOHy OOJIerd4aroT oOCyXIeHHe
MeXay mnanueHToM M ceMbéil. [lpeaBapurensHOe o0cyxneHue
MOXKENaHWH MalMeHTa OTHOCHUTENbHO TEPMHHAIBHOW CTaauH
Gone3sHn HEOOXOAMMO Ul MPEIBAPUTEIBHOTO IUIAHUPOBAHUS
noMoIiy. MoryT BO3HHMKHYTh BONPOCHI IO TpaHCIIAHTAIWH,
3aBELIaHHIO, OPTraHM3allMM IOXOPOH, HAMHCAHUIO ITHCEM WIH
JHEBHUKOB I CEMBbH, MECTa, B KOTOPOM IaIl[HEeHT XOTed Obl
ymeperts [24, 25].

CF cnermancr-MerncecTpa/Meg0paT UrpaeT KIIOUeBYIO pojb B
obecriedeHNN WHANBHIYaIbHOW SMOIMOHAIBHON HOAIEPKKH IJIS
pomuteneit/cynpyroB.  XOTS  HEKOTOpbIE CEMbU  JKEJIAIOT
BO3BpallECHUs B OONBHUILy, MHOTHUE HAXOAAT 3TO CIIOMKHBIM.
ITocemenne ceMpH Ha JOMY MO3BOJSIET OKa3bIBaThb IOJJACPIKKY
npu TSOKENOM yTpare B 0Oe30macHOW M 3HAKOMOM OOCTaHOBKE.
JloMalmHue TOCEIIEHHS IIOMOTAalOT OKa3blBaTh IOANEPKKY U
JOpYr'MM YIeHaM CeMbH (Hamp., OpaTbsiM, CECTpaM, CTapliemy
TOKOJICHUIO).

4.6. Ocnosnas KoMnemeHyusi,
npogheccuonanvroe obpazosanue

Keanupuxayus u

4.6.1. Ocnoenas komnemeHyus

Crnemmanucr mo kimmHHYeckoMy yxoxy (CF  cmemmamuct-
mencectpa/menopar) npu CF nommkeH MMETh KOMIICTEHIMIO B
CJIETYIOIIUX TIABHBIX 00JIACTSIX:

* KnuHnyeckasi mpakTuka
® JInarHoCTHYECKHE U OLEHUBAIOIINE YMEHUS
® YMeHus B JISUEHUHU
* Pacno3HaBaHHe 1 MOHHUTOPHPOBAHUE H3MEHEHHI
* CnocoOcTBOBaHME ITPOrpaMMaM ITOMOIIH
* KnuHu4eckue ucciaefoBaHus U ayAuT (MHCIEKTHPOBAHUE)
* (OOpa3oBaHue
* 3nanus o CF u cBA3aHHBIX C HUM BOIIPOCax
e [IpaxTuKa Ha OCHOBE J0Ka3aTEIbCTBA
e OOyuyeHHe ¥ TpPEHHPOBKA: NAUECHTOB, MONEYHTENEH,
JIPYTAX MEIUIIMHCKUX CIICIHANCTOB
* KommyHuKanus
® [lareHTsl 1 NOMEYUTENH
* BpaueOHas Opurana
e CBm3u co ciyx0aMu 3]paBOOXPAHECHUS, COIHAILHON
TIOMOIIH, 00pa30BaHusL, 3aHATOCTH, H APYTHMHI
® [loanepxka u 3aIlUTa UHTEPECOB
e CounanbHas MOMOLIb
® 3amura UHTEPEeCcoB
® VYMeHue KOHCYJIBTHPOBATH
* [Opunudeckue ¥ STUIECKHUE BOIIPOCHL

4.6.2. Keanugpuxayus u npogpeccuonanvroe obpaszosanue

Crnemuanuct mno knmuHu4Yeckomy yxony mnpu CF  (CF
CIICLMAIUCT-MeIceCTpa/Me10paT) JOIKEH OBITh 3apEruCTPUPOBAaH
KaKk JIMLEH3UPOBAHHBIM NpPakTUK B cBoel crpane. OH Takxke
JOIDKEH HMETh CICHHalbHBIE 3HAHUS, U OBITH ONBITHEIM B
OKa3aHUU MIOMOIIN JIeTSIM (BruTIOUAs CrenuansHoe
nequaTpudeckoe ooydenue) u/mm B3pocnsM ¢ CF. Crenmamuct
10 KJIMHUYECKOMY YXOAy MOJDKCH y4acTBOBATh B HCCIEIOBAHHIX
Bo Bcex obOmactax CF, mubo uepe3 pa3paboTKy cOOCTBEHHBIX
MpOEKTOB, JHOO y4acTBys B  MCCIEIOBAHUSX, KOTOPBIE
npoBogsatcs MDT (BpaueOHbBIMH KOMaHAaMH), M MOJACPKUBATH
CPD (KIIJJ — ypoBeHb oOpa3oBaHus), mocemias Kypcel H
KOH(EpEeHIHH.

Benenue CF TpeOyer XJIONOT OT ManMeHTa, CEMBU M OpUTaIbl
CF. Crenpaaucr no KIMHUYECKOMY YXOAY IOJDKEH CITYXHTb
CBSI3YIOIIMM 3BEHOM MEXy IaI[MEHTOM M CeMbEH, IepBUYHOM
MIOMOIIIBIO, KOMMYHaJIbHBIMHU ciyx6amu, OOJBbHUIICH.
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CrienualucT 1o KIMHUYECKOMY YXOJy HECET OTBETCTBEHHOCTDH 3a
o0ecrieueHre HaIUIKAIIEH MMOMOIIM KaXIOMY IAalUEHTy IO ero
WHMBUyaTbHBIM TIOTPEOHOCTSIM.

[lanmeHThl MODKHBI HOMYy4YaTh MOKU3HEHHYIO HOIJEPKKY H
TEPanHi0 BBICOKOTO KauyecTBa uepe3 KOOPAMWHALMUIO ITOMOLIU
MEXAYy MalUeHTOM M CeMbEH, KOMMYHAJbHBIMU CIyXOamu,
OONBHUIICH, KaK TPAKTHYCCKH, TaK M Yepe3 MOIICPKKY H
KOHCYJIbTAIUIO.

5. Opranu3zanus ¢pusnorepaneBTHYeCKOl MOMOIIM
(KkMHe3uTeapInuu)

Crnennanuct-¢pusnorepanesr (kunesurepanest) CF nomken
BO3IJIABIISITH IIPOBEACHHE TEPaldl BBICOKOTO KaudecTBa IpH
OYKCTKE JBIXaTeNIbHBIX MyTeH, QU3NYECKUX YHNPaKHCHHAX U
HHTIAMHOHHON Tepanuu. IlporpaMMmsl (GHU3HOTEpanmuy Mpu
neuennn CF — mpexnae Bcero, mpopuiIakTH4ECKHe, U CO
BPEMEHH MOCTAaHOBKM AHMAarHo3a IOCTOSIHHO HEOOXOMNMEL
Llenn Tepanuu CcleAyOIIHe: HOAACPKAHHE BEHTHIALHHA BO
BCEX  4YacTsAX JIErKHX, 3aMeJUICHHE IPOrpecCHpPOBaHHS
MATOJIOTHYECKOr0 IpoLecca B JICTKUX, CTUMYJISLHS Pa3BUTHUS U
COXpaHEHHE HOPMAaJILHOTO Gbusrueckoro pas3BHTHS,
MpeayNpexacHUe OOJIH M CKEJICTHO-MBILICYHBIX OCJIOKHECHHUH
u3-3a 3aboseBaHus JErKUX Wi Koctedl [26]. dusnorepanest
DOIDKEH  TaKkKe  paspabaTelBaTh  CTPATETHMI0  JICYCHHS
OCJIOKHEHHI U MOPOHIHOCTH y MAalEHTOB 3PEJIOro BO3pacTa,
u ONITHMH3HPOBATH oporpammy pecupaTopHOit
¢busnorepanum, KOoTOpas BKJIFOYAeT TEXHHYECKOE
0o0opy/s0oBaHHE, HEHHBA3UBHYK BCHTWLILHMIO U (HU3HYECKHE
YOPaXHEHUsT €  JOMOJHHUTENBHBIM  KuciopoioMm. s
MAIMEHTOB, 0)KUAAIOIINX OYSPEaN Ha TPAHCILIAHTAIMIO, BaKHA
¢dusnyeckas peabuauTaus.

5.1. O6sazannocmu gusuomepanesma/xunesumepanesma CF

Odusnorepanieer CF  momkeH OBITh  JOCTYyHEH IS
peryJsipHOro KOHTAaKTa M OCMOTpa MalMeHTa, NpOBeIeHUs
MpoIEeayp, TECTHPOBAaHUS NErOYHOW (QYHKIUH, (HHU3UUECKOTO
HaONIOACHUS M OLEHKH Tepanuu. [lepHOIMYHOCTh MOMOIIN
BapbUpyeT B 3aBHUCHUMOCTM OT BO3pacTa [alMeHTa U
KJIMHUYECKOTO COCTOSIHHA, HO HE PEXE, UeM BO BpEeMs Ka)XJ0T0
IJJAHOBOI'O  00ClieOBaHMS, M €XKEOHEBHO MpU KaXKIAOU
TOCIUTAIN3AIUN (BKITIOUAs BpeMs, Korjga  MalMeHT
obcmyxuBaeTcs IPYrUMHU CHELHAJINCTaMU WM MHTEHCHBHOU
tepanueii). bomee rmybokoe  oOcienoBaHmME — TOJDKHO
TPOBOJUTBHCS €XKET0JIHO.

5.2. Peeynaproe obcnedoganue u mepanus

Perynsipusie obcnenoBanus nérkux ¢usnorepanesrom CF
JOJDKHBl  BKJIIOYaTh:  JaHHbIE TECTUPOBAHUS  JErOYHOM
GyHKIMM, peCcUpPATOPHBIE CHMITOMBI, CTEHNEHb OMBILIKH,
OKCHI'CHAIIMsI, XapaKTEPUCTUKHU Kallls, ONpOC 00 aKTHUBHOCTH B
MMOBCEJHEBHON JXKM3HH. Bce BMemarenbcTBa JOJDKHBI OBITH
MPHUCHOCOOJCHBl K HHIMBHIYAJIBHOCTH MAIMEHTa, C y4ETOM
BO3pacTa, TSDKECTH  0O0Je3HHM, (U3INYECKHX  IMOOOYHBIX
9¢(deKTOB HIM OCJIOXHEHHH, COLMANbHBIX M JOMALIHHUX
00CTOATENBCTB.

5.2.1. Uneansayuonnas mepanus

OdusnoreparneBt CF oTBeuaer 3a HHTaIAUOHHYIO TEPAIHIO,
W JODKEeH OBITh 3HaKOM C METOAAMH, TEXHHYECKHM
obecrieueHHEeM M HEOOXOIUMBIM OOCITYy)XKMBAaHUEM YCTPOMCTB.
Pacnincanne nHTANMAIMH cIeyeT COCTAaBIATh B COIJIACOBAHUU C
OUMILCHUEM JBIXaTEIbHBIX MYTCH, MOCKOJBbKY MEXIY 3TUMHU
HpoLeAypaMH  BO3MOXKHAa  MOJIOKUTEIbHAs  B3aMMOCBS3b.
OO0yyeHue MAaNMEHTOB  COOTBETCTBYIOIIMM  IpoLEeaypam

HWHTAJSIUN Ba)KHO U ONTHMAJIBHOTO PAcCHBUICHUS JIEKapCTB
npu uHranauuu. PusnoTepaneBT HOKEH OBITh 3HAKOM C
a’p030JbHBIMH anmapaTamu, MOKa3aBHIINMU CBOIO
6e3onmacHOCTh ¥ 3PPEKTUBHOCTD ISl IPEANUCAHHOTO JICUCHUS.
Ouncrka U 00CIyKMBaHUE BCEH CHUCTEMBbl MHTAJSTOPA BAXKHBI
Ui oOecreyeHns ONTUMANIbHOW U 0e301acHoi JeKapCTBEHHON

tepanuu [26, 27].

5.2.2. IIpoyedypa ouuwjenus OblxamenbHulx nymeti
OusnorepaneBr CF oTBedaeT 3a IpOBEICHHE OYHIICHHUS
JbIXaTeNbHbIX MyTel. [ 3Toro TpeGyIoTCs 3HAHUS U OIIBIT MO
BCEMY HOCTYITHOMY aCCOPTHMEHTY METOJOB M HEMeIJIeHHas
OIlIEHKA TepaIHH, HapUMep IO BBIIBIXaEMbIM 3BYKaM, 00bEMY
U XapaKTepPUCTHKE MOKpPOTHI, CIOCOOHOCTH CJI€PKUBATh
Kamenb. AJIbTepHATUBHBIE METOABI (U3HOTEPANUH JIOJIKHBI
OBITh TNpPHU3HAHBI W  NPELYCMOTPEHBI JUI  OTHEIbHBIX
nanueHToB. MMeercs psan mpouenyp >(QQOEKTUBHONH OYUCTKH
IOBIXaTeIbHBIX  IIyTeH,  JOIYCKAIOIMX  HE3aBHCHUMOCTh
nanueHta. OHM OCHOBAaHbl Ha HPOYHBIX (QU3HMOIOTHYECKUX
NpUHLIMNAX, W TO3BOJAIOT (U3MOTEpaNneBTy IMPOBOJIUTH
HHIMBUAyalbHBIE mporpammel sedenus [28]. Ceifqac He
UMeeTCs CTAaHAAPTHOTO pPEKUMa OYHIIEHHUS JbIXaTelbHBIX
myTed, WMIM OKOHYATEIbHBIX J0KA3aTENbCTB IPEHMYIIECTBA
KaKoro-au0o OJHOTO METOJia 0 CPAaBHEHHIO C ApyrumH [6, 26,

29-37].

5.2.3. locmypanvhas u ckenemuo-mululeunas QyHKyus
OO6cnenoBaHle MOCTYpaldbHOH M CKEJICTHO-MBIIICUHOM
(GYHKIMM IPOBOAUTCS C LEJIbIO OLIEHKH Tepanuu. Pusnyeckue
yNpakKHEeHUs, HaNpaBICHHblE Ha TOJIJAEp)KaHHE Xopoluei
OCaHKM M  IOJBHIKHOCTM TIPYAHOH  KJIETKH, JOJIKHBI
BKJIIOYAThC B J€4eHHEe ¢ caMmoro Hadana. Kak u Bce
(u3nOTEpaNeBTUYECKUE TPOLEAYPEI, YINPaKHEHHUS JIOJDKHBI
OBITH MOJOOPaHbI ISl KXKAOTO MalHeHTa HHANBUAYaIbHO [26,

38, 39].

5.2.4. Qusuyeckas pabomocnocobnocmy

dusnyeckas paboTOCIOCOGHOCTh M BO3MOXKHOE Ha3HAYCHHUE
ynpaxHeHuii narueHty ¢ CF BKIIOYaOT M MOATOTOBKY K
tTpaHcianTaund. CHUKEHHE paboTOCIOCOOHOCTH CBSI3aHO C
YXYALUICHHEM AbIXaTeIbHOW (QYHKUMH M BbDKHMBaemoctH [40,
41]. Coobmanoch, 4To GHU3MYECKUE YNPAKHEHHS YIydIIAT
JAEroYHyr0 QyHKUHUIO U OCJIAOJISIOT IPUBBIUKY K ITACCHBHOCTH Y
nereii ¢ CF [42]. ®usuorepanesr CF momkeH peryiaspHO
[OPOBOINTH MPOBEPKY YIPAKHEHHH, € MNEPHOTHIHOCTHIO,
3aBUCSIICH OT MpOrpeccUpoBaHus O0NE3HH, U B TAKUX OCOOBIX
ciydasx, Kak oOcCieIoBaHHE Mepel TPaHCIUIAHTALMEeH WiIn
oueHka Tepanuu. CielyeT ¢ OCTOPOKHOCTBIO HMPEANUCHIBATH
¢busnueckre ympaKHEHHs [NalUeHTaM B IMO3JHEH CTaauu
00JIe3HH, B YACTHOCTH, €CIIH BO3MOJXKHBI: KpPOBOXapKaHUE,
JecaTyparus npu Harpyske c HE00XO0JMMOCTBIO
IOIOJHUTEIBHON  OKCHTCHALMH, JEroYHash THIEPTEeH3HS,
JAEroYHOE cepjie, apTpomaTus W HHas MOpOHIHOCTH [26].
@DU3NOTEPANeBT OOKEH TAKKEe OLCHUTH MOMOJTHUTEIbHBIC
HOTPEOHOCTH B KHCIIOPOJAE NPH YHPAKHEHHAX U Xxoasbe [26,

43).

5.2.5. Heunsasuenas senmunsiyus

OOmenpu3HaHo, YTO HEWHBAa3WUBHAs BEHTHISAIUSI — 3TO
IIEHHOE  TepamneBTUYECKOE JOMOJIHEHHE B  TOAJEPKKY
IpOIEeAypbl  OYHMINEHHS  JBIXaTeNbHBIX IyTeH, KOTOpoe
obineryaer paboTy IO HABIXaHMIO W CHHXKAET YCTAJOCTb,
UCTIBITBIBAEMBIE TSXKENIO OOJIbHBIMU MAI[UEHTAMHU MPU JICUEHUH.
HewnnBa3zuBHAas BEHTWIANHUS II0JIE3HA TAKKE NP BEIIOIHEHUN
YOpaXHEHWH — JUIS COKpalleHHs HapyOICHHH JBIXaHUS,
yIydIIeHHsT OKCHTCHAIUW, a 3HA4YMT, JUIS IOJAEPKaHUS U
yIIydIIeHNs TEepeHOCHUMOCTH ympaxHeHuil [44-46]. Kpome
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TOrO, HEWHBA3MBHAS  BEHTHIANMA  NPUMEHSETCS  JUIs
obJieryeHnst  ONTMMH3alMM  (DYHKIMA y TAUEHTOB B
TEPMHUHAJIBHON CTaIMU W, BO3MOXHO, Mg Mepexoma K
TpaHcmantanuu [45].

5.2.6.IIpouue coobpasicenus u 06credoganus

3a HabmoieHNE B OTHOIICHNN CITy4aeB HeJep KaHUs MOYH H
Kajlla TaKke HOoDKeH orBedars ¢usnorepaneBT CF. Jlomken
OBITh HPUHAT [CIUKATHBIH M OTKPBITBI HOAXOA C pPaHHUM
oOHapy)XeHHUEM CHMIITOMOB; OIIPOCHI MOXHO IIPOBOJIUTH YK€ C
Bo3pacra 10 net [47, 48].

Pu3noTepaneBT TaKKe HECET OTBETCTBEHHOCTD 34!

® BeneHue CONYTCTBYIOIMX —OCJIOXHEHHW W BOIPOCHI
coOmroieHNsT peXHMa, C IIOCTOSHHBIM pacCIIHNpPEHHEM
HE3aBUCUMOCTH COOTBETCTBEHHO BO3pPACTY

e Hajgnexamylo HHTaIILUOHHYIO TEPalHI0 U OYHUCTKY

JIBIXaTENbHBIX nyTeH, pOTrpamMMbl ¢busnueckux
yIpaxHeHu# Bo Bpems GepeMmeHHOCTH [49
* OGecneueHue HE00X0IMMOTO TEXHUYECKOTO

obOcayxuBaHuss W (QYHKIHOHMPOBAaHUS 00OpYyJOBaHMS,
NPeJOCTaBICHHOTO AJI TEPAlUK U PacIblICHUS

e OOyueHue NaNMeHTOB, MONEUNTENEH, yIUTeNnel 1 MECTHBIX
¢usnoTepaneBToB; (GHU3MOTEPANEeBTH JOJDKHEI paboTaTth B
COTPYIHHMUYECTBE C APYTMMHM CIIELHANIMCTAaMH B HMHTEpecax
L[EJIOCTHOTO JICUEHUS MAllUEeHTOB

e [lannuaTuBHYI0O TOMOIIb, OCOOEHHO B  OTHOLIEHUU
oOjeryeHns: OABIIKA B TEPMHUHAIBHONH CTaauu, U
yKa3aHUs, KOTJa OTMEHNTh HEMHBA3UBHYIO BEHTHIISAIHIO.

5.3, Okazanue nomowu

Korna manMeHThl TIOCHUTAJIU3UPOBAHBI IJIS  JICUCHHS
obocTpeHHss WM IUTaHOBOrO JedeHus, ¢usnorepanesr CF
OJDKEH OCMOTpeTh HX B TedeHue 24 mocine mnpuéma, Hu
NPUMCHUTh IUIAH JICUCHMS, HANpPaBICHHBIH Ha OYHCTKY
IOBIXaTeIbHBIX  IIyTeH,  HWHTAIOUOHHYI0O  TEepamuio U
BBIHOCIMBOCTh K  Harpy3kaMm. @usmoTepaneBT IODKCH
o0nazaTh KOMIUIGKCHBIMH 3HAaHUSIMH II0 BCEM METOJaM,
pecHupaTopHOH naTo()U3NO0JIOTHH, 000CHOBBIBAaTh
QIbTCPHATUBHBIE  MOAXOJABI W INPOTHBOIOKA3aHUA K
umeromumMes  mpoueaypam  [28].  ®usnoTepaneBTHYCCKAs
ciyx6a CF momkHa OBITH JOCTYIHa €XEIHEBHO, a TaKXE BO
BHEYPOUHOE BpeMs — Ul MAlMEHTOB, Y KOTOPBIX YXyJIICHHE
MOJKET HaCTYNHUTh HOYBIO.

5.4. Ipogheccuonanvnoe obpazosanue, uccredo8anus u
docmynHocms

Crnenyer  cTpeMuTbcs K = OOy4YeHHIO,  KIMHHYECKUM
MHCIEKIUAM, MCCIEIOBAHUSAM U MepeJaue JaHHBIX B PEECTPHI
CF. CPD BcrpauBaercs B pabory ¢usnorepanesra CF,
KOTOPBIH JOJDKEH TOJAEpKUBaTh M IIOBBINIATH YPOBEHb
CHEeNHMAJbHBIX 3HAHUH, MOCemasi Kypchl yCOBEPIICHCTBOBAHMYS,
JeKIUH, HAIWOHAJIBHEIE W MEXAyHapoJHble KOH(EepeHIHH.
XenarenbHo, 4TOOBI OH OBII AKTUBHBIM WICHOM TIPYIMIBI 10
¢usnorepanuu CF, u Gbu1 TOTOB NpeACTaBIATh GU3HOTEPANIHIO
cBOel cTpaHbl Ha coOpaHMsIX MexXIyHapoAHOW TIpyNmbl IO
¢usuorepanuu CF (IPG/CF) [50]. ®usuorepaneBT NODKCH
y4acTBOBaThb B MHCCIIEJOBAHUAX, pa3pabOTKax M OIEHKAX,
NMPOBOAS  WHCIEKIWM, Yy4YacTBysSl BO  MHOTOLEHTPOBBIX
HCCIIEJOBAHUAX U IepefaBas TaHHEIE B peecTpbl. OH TODKCH
0000mary eXerogHsle JaHHBIC, YTOOBl OLEHUTH YpPOBCHD
okazanHoi momomru [50, 51].

6. Opra”uzanusi AMeTOJOTHYeCKOH MOMOUIU

HopMmanbHblil amuMEHTapHBINA CTATYC MOJIOKUTEIBHO BIUSET
Ha yIydIieHue nérouHou byHKUIAN 52 53].
CooTBeTCTBYIOIINE 3J0POBBIM JIIOJSAM IOKa3aTenu Beca Tena,
pocta 1 BMI nosioxurenbHo CBsA3aHbl ¢ BbDKHBaHueM [53-55].
Baxno o0ecnedeHne HOPMaJbHOTO pocTa y JeTed W
MOJPOCTKOB, OAJEpKaHue HopManabHoro BMI y B3pocinbIx.

Crenuanuct-gueronor CF 1nomkeH HrpaTh HHTETPalbHYIO
pOJIb B BEJICHUU MAIMEHTA, U HECTH MOJHYI0 OTBETCTBEHHOCTb
3a OKa3aHUE DOHKCIEPTHOH paueronorudeckodl mnomomu. OH
JOJKEH  aKTHBHO  Y4acTBOBaTb B JAMETOJOTHYECKOM
BOCTIMTAaHUH, 00pa30BaHHM, PA3BUTHH M TOAJAEPKKE IPYTHUX
Bpadeil-cienuanucToB, ydacTByomux B momomu mpu CF.
Jueronornyeckas UHTEPBEHIIHS JOJDKHA OBITH
npeiynpeiuTelbHOM M aKTUBHOHU,  HpPOBOJUMOHM  ©O
WHIUBUIYaJIbHOH INOTPEOHOCTH KaXkJOro NamueHTta. BaxHo,
YTOOBl CIHEIUATUCT-IUETOJIOT 00Jafal ONBITOM B JICUCHUH
KOMIUIEKCHBIX NPOOJeM MHTaHHS M PEIKHUX OCJIO0XXHEHUI
3aboneBaHus.

6.1. Obsazannocmu cneyuarucma-ouemonoea CF

Crenuanuct-nueronor CF nomkeH BO3TIaBiIATh JeUEHHE H
OKa3zaHHE IIOMOINIM BBICOKOTO KadecTBa JUII oOOecIedeHHs
ONTUMAJIEHOTO AIMMEHTapHOTO craryca, BKJIIOYAs
IUETONOTHYECKU CKPUHUHT W HaOJIIOJICHHEe, peryspHbIe
o0cne0BaHMs MALMEHTa C OLEHKON BCEX aCMEeKTOB MUTAHUS H
COCTOSIHMA JKEJIyOUHO-KHIIEUHOTO TpakTa. [lepuoanyHOCTD U
00bEM oO0cieoBaHUS 3aBHCUT OT BO3pacTa M KIMHHYECKOTO
COCTOSTHHS.

CrnenuanucT-IueToNnor  JOJDKEH  KOHCYNbTHPOBaTh |
o0yuaTh MAIEHTOB u TorevyuTenei MIPUHIUTAM
nuertonorudeckoro  Begenms CF, 4rtoOGsl oOHEM  Morim
YIOBIETBOPSATE CBOM IMOTPEOHOCTH B IHUTAHUU M JOCTUTAIH
ONTHUMANBHOTO pOCTa, Beca U TeJIOCHOXKeHud. MoxeT
noTpeboBaThCAd KOHCYJbTAIUS MO JEUCHHIO MaHKPEaTHUECKOi
HEJI0OCTATOYHOCTH, Je(ULHTA KUPOPACTBOPHUMBIX BHUTAMHHOB,
N3MEHEHHOM MOTOPHKHM JKEIyJAKa, KeIyIOYHO-IHUIIEBOIHOTO
peduiiokca, HapylmIeHHs TOJEPAaHTHOCTH K TIIIIOKOo3e/nuadera,
CHIDKEHUSI MUHEPAIbHOH IUIOTHOCTH KOCTEH, 60JIC3HU MOUYeK U
00JIe3HH NTEYCHN.

JlomkHa OBITH IPEANIOKEHA HHIUBHIyaTIbHAasT KOHCYJIbTaIH
COOTBETCTBEHHO Bo3pacty. IIpn 3Toil KOHCYIbTaUU JIOJIKHEI
obcyxkaaTbcs ICHXOJIOTHYECKHe Oapbepbl (0COOEHHO B
MOJPOCTKOBOM  BO3pacTe), a TakkKe MPeJoCTaBISAThCA
MmoJJepKKa B BHAE KHHUI, BHU3YalbHBIX, 3BYKOBBIX HIH
ayqUOBM3YalbHBIX  IOCOOHMH,  KOMIBIOTEPHBIX  Y4eOHBIX
porpamMm 51 MPUTTOKEHUH. 210 MOCTOSIHHBIN "
pa3BHBAIOIMICSA MpoOIlecC, KOTOPBI JOJKEH YYUTHIBATh
KIIIOYEeBBIE MOMEHTHI, TpeOylomue Oonee HHTCHCUBHBIX
IUETONOTHYECKUX WHTEPBEHIMH M TOANECPKKH — TaKHe Kak
JUATHOCTUKA, paHHee JAETCTBO, HAYaJo 3aMeCTHTEIbHOMN
Tepaluy MaHKPEaTHYCCKUMH (epMEHTaMH, OTHATHE OT IPy.IH,
MOJPOCTKOBBIN MEPUOJ U CAMOCTOSTENBHOCTh, OEPEMEHHOCTD,
BBEJCHHE JHTEPAJbHOTO 30HAOBOTO THUTaHHA, JHATHO3
nuabera, ceszanHoro ¢ CF, TpaHcmimaHTamuss ¥ IOMOLIb NIPH
JOXKUBaHUH (TEPMUHAIBHOU CTaguu OOJIE3HN).

BaXHO NMOMHHTB, YTO NAaNMEHTHI, JUarHOCTUPOBAaHHBIE B
Oonee crapmieM BO3pacTe, MOTYT HMETh HETHIUYHEIC
CHUMITOMBI W  HHbIE HWH()OPMALMOHHBIE HOTPEOHOCTH.
CobmoieHre pexxuMa Ipy pa3IndHbIX METOaX NMpeanCcaHHON
IUETUYEeCKON Tepanmuu — KirodeBas npobiema. Crenuanuct-
JUETONOT JOJDKEH O00ECNeYUTh COTPYJHHUYECTBO MAIMEHTa B
MOBBIIEHUM MOTHBAIlMM K H3MEHEHUIO U MOJAEpKUBATh
yCHIMS HaIMeHTa. OJTO OCHOBAHO Ha IPEIOCTAaBICHUHI
nHpOpMAlMM M TOMOIIM B OTKPBHITOM OOCYyXIeHHH. Baxuo
YCTpaHUTh SMOIIMOHAIBHBIE M IEPIENIUOHHBIE Oapbepsl K
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CO6J'IIOZ[GHI/IIO pexuMa, HaIp., HEIKCJIAHUC JCBYIICK Ha6I/IpaTI)
BEC B IOAPOCTKOBOM BO3pacTe.

6.2. Opeanusayus
UCCe008aHUIl U Kauecmaeda

KIUHUYeCcKozco pyKosoOcmea,

Cnennamucr-gueronor CF  gomkeH OBITH 4YIEHOM |
AQKTUBHBIM  YYaCTHHKOM  MECTHBIX,  HAIUOHAJIBHBIX W
MEXIYyHAPOJHBIX  CHENHMAIM3HPOBAHHBIX  Tpynn  (Hamp.,
EBpomneiickoit rpymner mo gumerosornn npu  CF), d9ro0s
MOJIZIEP)KUBATh CBOIO MPAKTHKY. OH JOJKEH CTPEMUTHCS CTaTh
[TpodeccroHaNbHBIM YJICHOM CMEXHOW CIEUAIbHOCTH B
EBponeiickom o01mecTBe o KUCTO3HOMY (hrudpo3y.

6.3.  Jluemonocuueckoe obcrnedosanue

6.3.1. Eacecoonoe obcnedosanue

IITaTHEIf  AWMETONOT  JOJDKEH  BBHIIOJHATH  €XKEroJHOE
CTPYKTYpHUpOBaHHOE oOcnenoBaHuEe MOTPEONIIEeMON IHETH H
nutaHusd. DPopManbHyl0 OIEHKY MOTpeOnseMod mHMIM ¢
UCIIOb30BAaHHEM MHCHMEHHOTO MEHIO U JHEBHHKA IO3HUPOBKHU
(epMEeHTOB clielyeT IPOBOAUTH TOJIBKO y OTACNIBHBIX NAIIMEHTOB.
B kpynubix nenrpax CF takoe Meponpustie He IoJIepKUBaeTCs,
€CIIM NIPUMEHATH €ro y BCeX MAIMeHTOB, a I IAIlHeHTOB CO
CTa0WIBHBIM  aJMMCHTapHBIM  COCTOSHHEM OHO  BOOOIIe
ManonHpopMaTuBHO.  ExeromHoe — oOcnefoBaHWe — TOIDKHO
paccMaTpuBaTh BCE AaCIHEKThl OLEHKH aTMMEHTapHOIo CTaTyca,
UCIOJIb3yEMOM JIUETBHI, 3aMECTUTEIbHON Tepanuu
HAaHKPEATHUECKUMH (EPMEHTaMM, KOPPEKLHIO JHETHYECKHUX H
MeTabonuueckux  ocnokHeHWil. EskeromHoe — obcnenoBaHue
CIIOCOOCTBYET ~ OpraHM3alM{  IUIAHUPOBAHUS  ITOCIIEMYIOIIETO
JIeYEeHHs ¥ IPeIyIpeIUTEILHOTO BEICHHS.

Pexomennyem untartenmo mpokymeHT «EBpomeiickoe o0rmiecTBo
1o kucrozHoMmy ¢ubpo3y: CraHmapThl MEIUIUHCKOH ITOMOIIN —
JIMpeKTUBE 0 HaWIydllel MpakTHKe», paszaen 4 «OntumaiabHoe
MHUTaHUE M JIeYeHHE META0OIMYECKHX OCIOXKHEHMH KHCTO3HOTO
¢$ubpo3ay», B KOTOPOM HOAPOOHO OMUCAHBI CIICIYIOIINE OLCHKH:

* CraTyc IOJDKEIyJOYHOH JkKelle3bl U BCaChIBAHUE
® Poct u anumeHTapHbIH cTaTyc

* MuHepanbHas IIIOTHOCTb KOCTHOH TKaHU

® [ JIMKeMHUYECKHI cTaTyC.

6.4. Opeanuzayus oxasamus nOMowu

CprKTypa OKa3aHus MNOMOIIU TPAAUINHUOHHO INOAPA3ACiIACTCsA
Ha CJICAYIOINE BUbIL:

e CranuoHapHas IOMOIIb
* AmOynaTtopHas MOMOIIb
* JloMmoubs Ha JOMY

e CoBMecTHas IIOMOIIb

® [lepexosmias IOMOIIb
® E)XeroaHblif 0CMOTP.

Bo Bcex 3THX cirydasx BCe MALUEHThI JOJKHBI UIMETh JIOCTYTI K
crieruanucty-aueronory CF. Jlns HenmpepbIBHOCTH MOMOIIH M BO
n30exaHue YMyIIEHNS BaXKHBIX IOAPOOHOCTEH JIe4eHHs, OJUH U
TOT K€ Bpad MPOBOJUT CTAaliOHapHOe U amOynaTopHOe
KOHCYJIbTUPOBaHHE. BO3MOXXHOCTH  TEJIEKOMMYHUKAllUU U
TEXHOJIOTHU I03BOJIIOT OLIEHUTh OKa3aHUE IIOMOIIH.

6.5. Kuoueguvie 6onpocwl okazanus nomMouu

6.5.1. Cmayuonapnas nomowsb
SICHBI TUIAH K BBITUCKE M MEPONPHUATHS 1O HAOIIOJICHUIO

JOIDKHBL  OBITH  TIPEIOCTAaBICHBI IIAIIMCHTAM, IOJTYYarolnM
JIeYCHHE B CTAIIMOHApE, OCOOEHHO eciu TpedyeTcs Mmociaenyoonas
JIMETOJIOTMYECKast ITOICPIKKaA.

6.5.2. Jleuenue na oomy

Jlns  TNauMeHTOB,  MOJNYYAlOUIMX  aHTHOAKTepHaJbHYIO
BHYTPHBEHHYIO TEpaluio Ha JIOMY, B Hadaje M [0 OKOHYAHUHI
Kypca JOJDKeH OBITh JocTyn K cnenuanucty-pueronory CF, c
OKa3aHMeM  IIOCIEAYIOUmel  JHETOJIOTHYECKOH  MOAJEPIKKH
JUCTAaHIMOHHO (HAIp., IO Tele(oHy, TeJeMEANINHA) WIH Yepe3
cnenuanucra no KiuHH4Yeckomy yxoxy (CF  cmemmanuct-
Mmen0pat/MencecTpa). Mexay —CHELHUAIUCTOM-IUETOJIOTOM |
CHCLUAIUCTOM 110 KIMHUYECKOMY YXOHY JOJDKHBI — OBITH
OIIpE/ICIICHbl KaHANIBI CBA3H.

6.5.3. Ambyramopneie nayuenmol ¢ ouabemom, céazanmvim ¢ CF
AmOyrnaTopHble TanueHTsl ¢ auaberoM, cBs3aHHBIM c CF,

JOIDKHBl HMMeThb JocTyn Kk  crenuanucry-gueronory  CF,

00J1afaromieMy OIbITOM B JISUCHUH JJAHHOTO OCJIOKHECHHS.

6.5.4. Coemecmnas nomows (B CTallMOHAPax/TIOIUKIMHUKAX, THC
Het nentpa CF)

Kak mpaBuiio, BBHIY CIOKHOCTH JUETUYECKUX MOTpPEeOHOCTEH
Y B3pOCJIBIX TAlMCHTOB, COBMECTHAsI ITOMOIb HelerecooOpasHa.
B nexmarprueckux neHTpax JOKHBI IMEThCS:

® [IpoTOKOJIBI IO OKA3aHUIO IOMOLIH U JINHUU OTBETCTBEHHOCTH
3a IUETOJIOTHYECKOE JICUCHHUE

® OnpenenéHHbI 1UeToNI0T B OOJBHUIIE COBMECTHOM MOMOINH,
KOTOPBIH MOAJIEPIKUBAET CBS3b CO CIEIUATUCTOM-IUETOI0OrOM
B uentpe CF

® OcMOTp Bcex MalKEHTOB CIENUAMCTOM-IUETOJIOrOM LIEHTpa
CF He pexe IByX pa3 B IoJl.

6.5.5. Ilepexoo

[lennatpuueckuii u B3pochblil crenuanuctel-gueroioru CF
JIOJIKHBI paboTath COBMECTHO JUIst pacIIupenus
CaMOCTOSITEJIBHOCTH, OOJIErYeHUsI CaMOIIOMOIIM M OOecTieueHUs
IJIaBHOrO Iepexoja. Bo Bpems nepexoja neauaTpUUECKUM
CIELUAUCT-TUCTONIOr JOJKEH IPEJCTAaBUTh SCHBIA U IOJIHBIN
OTY4ET IO IMETOJIOTHYECKOMY BEICHHUIO M IpoOiaeMaM KaxJOoro
nanueHra. [lo BO3MOMKHOCTH, MNEAMATPUYECKUN CHELUATUCT-
JMETOJIOT JIOJIXKEH MPEICTaBUTh MIChbMEHHBIH IIIaH TEPAITHH.

7. Oprasu3anus MEKpOOHOJOrH4eCKOil C1yK0bI

KnuHndeckuii MUKpOOHOIIOT CO CIEIHUAIbHBIMU 3HAHUAMH 00
uHpeknuax npu CF momkeH BXoauTh B cocTaB BpadeOHOU CF
Opuragpl. OTOT CHEUAINCT MOXET OBITh  KIMHHYECKUM
MHKpOOHOTI0TOM/ HH(}EKIIMOHUCTOM c MEAULIUHCKUAM
oOpa3oBaHueM, JHOO JTH OOS3aHHOCTH MOXKET BBIIOJIHATH
KIIMHUYECKUH HCCIeoBaTeNb C JOCTaTOUYHBIMU 3HAHUSMH U
ombiToM. KimHuyeckuit MukpoOHONOr mAobkeH paboraTh B
COTpPyIHMYECTBE C  MHKpPOOHONOrHYeckol  mabopaTopuei,
MpoBOJIAIIEH AnarHocTHyeckue aHann3el 1 neHtpa CF, a taxke
MECTHOM CITy>KOOH KOHTPOJIS ¥ MPOGUIAKTHKYA HHPEKIIHA.

Uro0Ob! oka3sBaTh nopnepxkky oOpurage CF B nuarnoctuke u
JedeHnn MHQEKINH, KIMHUIeCKUH MHUKPOOHOJIOT TOJDKEH 3HATh
Buael mHOexknuii npum CF. B wactHOCTH, OH JHOIKEH OBITH
O3HAKOMJICH C POJBI0 HEOOBIYHBIX MHKPOOPTAaHU3MOB, PHCKOM
nepekpEcTHON MH(EKIMU U BIUSHUEM JUTNTEIbHON XPOHUYECKOit
UHQEKIMU Ha pPe3ylbTaThl MHMKPOOMOJOTHMYECKMX aHAIU30B H
neuenuss.  Kpome  xopomero  ocHOBHOro  o0Opa3oBaHuS,
KIMHUYEeCKHMH MHKPOOHOJIOr IOKEH HMMETh CBUJAETENbCTBA 00
ycoBepureHcTBOBaHUH 110 Mukpobuonorun CF, n ydacTBoBaTh B
CIIEIMAIBHBIX COBEIaHusIX 1 koHpepenusax no CF.
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7.1.  Obazannocmu knunuyecko2o muxpoouonoza CF

Knunanueckuit  muxpobuonor CF  momxen  obecrednThb
HaJUIexaliee 1abopaTopHoe obecriedeHne MUKPOOHOJIOTHH. DTOT
CMEIMANNCT MOXET BXOAUTH B PYKOBOJCTBO JabOpaTOpHH.
ANBTEpPHATUBHO, 3TH YCIYTH MOTYT HPEOCTABISTHCS CTOPOHHUM
YUpSKACHUEM, M TOTAA KIMHUYECKUH MHKPOOHOIOr JIOIDKEH
y4acTBOBATh B YCTAHOBJIEHUH YCJIOBUII KOHTPAKTa M JeHCTBOBATH,
kak npexacrasurelns nenrpa CF.

Knuanueckuif MUKpOOHOIOT NOKEH KOHCYIbTHPOBATH MO
JUAarHOCTUKE W JICYEHUIO MHQEKIMHU, BKIIOYas MOHHUTOPHHT
AHTUOMOTHKOB. OTO MOXET IPOMCXOAMTH BO  BpeMs
coBemannii  BpaueOHoW  Opuraner CF.  KunmnHnueckuit
MHUKPOOHOJIOT TaKXe ITOJDKEH KOHCYIBTHPOBATH IO BOIIPOCAM
npoMIaKTHKH W KoHTpons uHpeknuit B neHrpe CF. Ortot
BOIPOC MOJKHO nepenarb HA3HAYCHHOMY Bpauy-
HH(PEKINOHUCTY, €CJIN CYIMIECTBYET TaKas JOJKHOCTE.

7.2.  O630p nabopamopnoii ciyxcow

Knunnueckuit muxpobuonsor CF momxeH obecrneyuTs,
4yTOOBI OBLI JOCTYNEH IOJHBIA BBHIOOP MHUKPOOHOIOTHYECKUX
aHanm3oB, HeoOxoammeix st neHtpa CF, u  4roObI
nabopatopHast ciyx0a paboTaia COTJIACHO OIYOJIMKOBaHHBIM
nupextrBaM [56-58]. JlaGopaTopus momkHa GBITH MOJIHOCTHIO
aKKpeIWTOBaHA, COIJIACHO  HAIMOHAIBHOW  cXeMmMe Ui
KJIMHUYECKOH MHUKPOOHOIOTHH, M JOJDKHA Yy4YacTBOBAaTh B
CTOPOHHEHl  IIpOBEpKe  KauyecTBa, BKJIIOYas  AaTOTCHBI,
cBa3annble ¢ CF. [lomxHa OBITH IpeOCTaBICHA BOZMOXKHOCTb,
Opd HEOOXOAMMOCTH, OTHPABIATH HPOOBI B 3TAJOHHYIO
nabopaTopuio, crieuanu3npyromyocs Ha Mukpoouonorun CF.

JlabopaTopust ~ DODKHA ~ HPENOCTaBIATH  TOYHBIE U
cBOeBpeMeHHBIe pe3ynbrathl B IeHTp CF mpu cormacosanHOit
CHCTEME YBEIOMIICHHH O CPOYHBIX M BAXKHBIX pe3yibTaTax.
TexHuueckuii mnepcoHan JabopaTOpUM JOJDKEH o00nanaTh
JOCTaTOYHBIM  ONBITOM M  3HAaHUAMH A CJIOXHBIX
MHUKpoOHoornyeckux ananu3os npu uadexunsx CF.

JlokHa ~ ObITB  CTPYKTypa  JUli  PEruCTpaluu |
pacciemoBaHuss  OmMMOOK ¥ JIPYTHX  WHIOMJCHTOB, C
JOKyMEHTamMel O CHeNaHHBIX BBIBOJAX, YTOOBI 3aTeM
HH(POPMHUPOBATH IPOTPAMMY YIYUIIEHUS CITYXKOBI.

Mukpobuosiornst JOJDKHA PETYISIPHO HHCIEKTUPOBATHCS.
M HCIeKTHPOBAHUIO MTOJICKUT, HAIPUMeEp, BpeMst o6opoTa (T.e.
BpeMs MEXIy MoJlydeHHueM MnpoOsl B JabopaTopuu u
nosydenueMm  pesynprara  Opuragoir  CF),  TouHOCTB
UeHTH(UKALUU M YyBCTBUTEIBHOCTD, HaJIekKalee U ObICTpoe
cooluieHne cpouHbIX pe3ynpratoB Opurage CF.

7.3.  Cayxcba xnunuueckot mukpoobuonozuu u obpueada CF

Mexny Opuramoit CF wm cmyx0oif  KIMHHYECKOH
MHKPOOHONOTHH JOJDKHBI OBITH COTJIACOBAHBI  CIELYIOLINE
BOTIPOCHI.

e Kakue pecnupatopHble NpoObl AOHKHBI OTOMPATHCS M Kak
OHM JOJDKHBI 0OpabarbIBaThCs (HAIp., MOKpPOTa, OPOHXO-
AIbBEOJIIPHBI CMBIB, KalUIEBOH Ma30K MM TJIOTOYHBIN
Ma3o0K).

e Kakue mnpoObl JOMKHBI OTOMpaThCs ISl  JUArHo3a
HHOGUIMPOBAHHOW BHYTPUCOCYIUCTOM JINHHH.

e JluarHo3 OCTadbHbIX MHQEKUMH, BKJIOYAs KHUIICYHbIC
nHpeknuu  (Hamp., DHTEPOBHUPYCH); KOTAa H  Kak
tectupoBars TokcureHnocts Clostridium difficile.

® VpoBeHb HACHTHU(GHUKAINA MHKPOOPTaHU3MOB (HAIp., pOJ,
BHJ, IOATHII), TpeOyeMbIi B OTHENBHBIX CIy4asx. OTO
MOXET BKJIIOYaTh O0OCYKAEHHE aHAJIU30B, KOTOPBIE MOXHO

BBITNIOJTHUTE B MECTHOH Jaboparopuu, aub6o morpebyercs
HalnpaBUTh MX B  CHCLHMAJbHYI0 J1a0OpaTopuio ¢
HPUMEHEHHEM MPOJBUHYTBIX METOJ/IOB (namp.,
noArBepxkacHue nepBoil mHbekuuu Burkholderia spp. ¢
TOYHOU MACHTH(UKALUEH BUIA).

* MeTonbl TUNMPOBAHMSA M HacCTOTAa THIUPOBAHUSA (T.e. Kak
gacto Opuraga CF nomkHa mnocsutate TpoOBI  uIst
peryssipHOTO HaOJIONEHUs, W KOTJa CIEAYeT BBIIOIHATH
JOTIOJIHUTENIFHOE THIIMPOBAaHWE IIPH IIOJNO3PCHHM HaA
nepekpECTHy0 HH(EKUHIO).

e JIpy HeoOXOIMMOCTH, OIpEIEJICHUE AaHTUTE]I IMPOTHB
HCEBJOMOHA.

e OOecneyeHne  AMArHOCTHYECKOTO  TECTUPOBAaHUS  Ha
rpuOKOBYI0O U MHKOOAKTEpHANbHYI0 MH()EKIHIO, BMECTE C
YPOBHEM HICHTH(UKALUHI U POIBIO THITUPOBAHHUS.

e TectupoBaHHEe YYBCTBHTEIBHOCTH — COTJIAIICHHE II0
UCHBITBIBAEMbIM aHTHOMOTHKAM, M B KaKHUX Cllydasx
HO0JIE3HO TECTUPOBAHUE YYBCTBUTEIBHOCTH.

* BupycoJornyeckue aHaJu3bl JOJDKHBI BKIIOYATh OBICTPYIO
HICHTH(UKANUIO 0c000 IaTOTEHHBIX BHPYCOB, KOTOPEIE
MOTYT IepeJaBaThCcs Cpequ IAlUeHTOB, KaK H3BECTHBIX
BHJOB (Hamp., BHPYC TpHINA), TaK U HOBBIX BUPYCHBIX
nmaToreHoB (Hamp., kopoHaBupycsl SARS, MERS).

e O KakuxX pe3yJbTaTax CjJeayeT CpOYHO cooOmarh B
6purany CF mo Ttenedony (Hamp., HepBBIH pocT
Pseudomonas aeruginosa, HOBOE BBIIEIEHUE KOMAIEKCA
Burkholderia cepacia u apyrux sugos Burkholderia,
MRSA, Bo3MmoxHOe oOHapyxeHue Mycobacteria B
MOKpOTE).

e Koncynbranuu 1o npo(uiIakTHKe U KOHTPOJIIO HHPEKIHH.

Kpome Toro, nomxna ObITh coriacoBaHa HaAEXHas cHUCTEMa
KOMMYHHKAIlUU MEXAY MHUKPOOHOJOTHYECKON ciyx00ii u
BpaueOHoit Opuramoit CF (MDT) (manmp., KOHTakThl IO
tenedoHy, 00X0AbI MajaT ¢ HaMeHTaMH, yJacTHe B COOpaHUsIX
MDT).

7.4. Knunuueckue pexomenoayuu no ne4enuro uHgpexyui

Knunnnuecknit Mmukpo6uosnor CF nomken pabotats BMeECTe €
MDT nmns  BbIpaOOTKM  AMPEKTHB 1O  IPHUMEHEHHIO
aHTHOMOTHKOB, BKIIOYas BBHIOOP Tepamuu [ OYHMCTKH OT
HOBBIX WH(EKnui, Tepanuio Ipu OOOCTPEHHUAX, UINTEIHHOE
MO/IaBIICHHE aHTHOMOTHKAMU. Hemn: COKpalleHne
MOpPOMIHOCTH M 4YHCIa TOCHHTANHN3AINHA, OTBETCTBEHHOE
NIpUMEHEHNEe aHTHOMOTHKOB, YTOOBI HE HOIYCTUTH Pa3BHUTHUS
PE3HCTEHTHOCTH.

Jomxen ObITh obecrmeueH TepaneBTUYECKUH MOHMTOPHHT
JIeKapCTB-aHTUOMOTUKOB. KinmHuuecknii MUKpOOHOJIOT JOJIKEH
obecneunTh AOCTYMHOCTh MAMPEKTHB M KOHCYIbTAllMH IO
MOJJEP)KAHUIO  ONTHUMAJbHBIX YPOBHEH aHTUOMOTHKA Yy
ManUeHTa, CIoCOOCTBYIOMX 3G (EeKTUBHOW Tepanmuu C
MUHUMaJIbHBIM OO0YHBIM JIeHiCTBHEM.

7.5.  Ilpogunaxmuxa u KoHmpons uHgexyuil

Knunnuecknit Mmukpo6uosnor CF nomken paboratbs BMeECTe €
BpaueOHoit CF 6puranoit MDT u MecTHOH rpynmnoil KOHTpOJIs
uH}pexkunu npu paspaboTKe MECTHOW IMOJHTHKU U IPOLEIYD
KOHTPOJII M TNPO(HUIAKTHKY HH(EKIHUH, B COOTBETCTBUU C
HaIlHOHAIBHBIMA M MEXAYHAapOJHBIMH  OKCHEPTHBIMHU
nupexktrBaMu [59—63]. Takas monuTHKA TODKHA BKIIOYATh:

® BeJICHHE NALUCHTOB C NepelalolMMUCI HHPEKINAMH KaK B
obmiecTBe, Tak U B OOJNBHMIE, C LEIbIO MPEAYNPEKIACHUSI
pacmnpocTpaHeHus: HHPEKIHH,
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® HaQNIOJICHHE 3a IMepelarIluMuci HHPEKIusMH (Harmp.,
NEPUOANYHOCTh CKPHHMHIA M TPOOBI, IOCHUIAEMBIE B
nabopaTopuio),

® AaHTUMHUKPOOHYI0O 00paboTKy NpPOTHUB pPaCHpPOCTPAHEHHUS
MOTEHIUAIBHO HH()EKIINOHHBIX MUKPOOPTaHU3MOB,

® yKa3aHHs U1 IepCoHalla OTHOCUTENIEHO HHGpEKIUH,

® pacciel0oBaHHE BCIBIIIEK,

e [IpenocraBnenue ocHamenus ana 1nerrpa CF
aMOyJIaTOPHOTO OTAEIEHHS — OTO JOJDKHO BKJIIOUATh
OYHCTKY U 00CIyKMBaHHE 000pPYIOBAaHUs, a TAKXKE ydyacTHe
B JI00BIX MjaHaXx [0  M[epeoOOpydOBaHHUIO MU
PEKOHCTPYKIUH OTACICHHUS.

7.6.  Ponb 6 KIUHUYECKUX UCCTE008AHUAX U COOpe OAHHBIX

Knuanueckuit muxkpobuonor CF MoxeT HrpaTh aKTHBHYIO
poJIb B KIMHUYECKUX HccaeqoBaHusAX. OH MOXET y4yacTBOBAaTh
B TUIAHUPOBAHMM WHHOBAIMOHHBIX HMCCIIEJOBAHUMN, HO TaKXKe H
obecnieynBaTh  Hag&KHYI0O W TOUYHYI  J1abOpaTOPHYIO
NOJAEPKKY JUIsl KIMHUYECKUX ucciaenoBaHuil. Takxke OH
MOKET obecneunBaTh IIpeIoCTaBICHNE TOYHBIX
MHUKPOOHOJIOTHYECKUX pEe3ylbTaTOB MHpH cOope MOaHHBIX B
HaI[MOHAIBHEIE U MEKIyHapOJHbIE Oa3bl.

8. Opranusanus ¢papmManeBTHYECKOH C1yKObI

OntumanpHas nomoms mamueHTaM ¢ CF Tpebyer
KOMIUIEKCHOTO  IUIAHUPOBAHUS ~ TEPAalMM  HECKOJbKUMHU
JeKapcTBaMH. DTH JIEKapCTBa MOTYT BBOJAUTHCS IEPOPAIBHO,
BHYTPUBEHHO " mnyTéM uHramsauuu. Hepenku mnoGouHble
3¢ G eKTh ¥ B3aNMOICHCTBHE JIEKAPCTB.

MHorue JiekapcTBa I0pOro CTOST U TPeOYIOT CEHHaIbHOTO
obciiefoBaHust U OOydYeHHs JUIS ONTHMAJIBHOrO mpuéma.
CobmoneHne pexuma — TIiaBHas npobjeMa MAlMEHTOB U
ponuteneii/moneunreneii. HapymieHne pexuMa HPUBOIAMT K
yxyauenuto pesynsratoB. Llentper CF  noipkHBIL  MMETh
nporpamMmy J(QQEKTUBHOIO YyIpaBICHUS JEKapCTBaAMH, IS
HOJIePKAHUS ONTHMAaJIbHOMN Tepanuu MaIUEHTOB.
Knunnueckuit ¢apmanesr CF — rjaBHoe numo B 3TOM
nporecce [64]. B eBporeiickux CTpaHax HE COBCEM OOBIYHBI
JCLIEHTPAIN30BaHHbIC KIMHUYECKHUE CIIyKOBI, KoTJa
¢dapmaneBT pabortaer B oTaeneHHHM He MeHbie 50% cBoero
BpPEMEHH, WIN €XEIHEBHO mnocemaer oraencHue [65]. Touabko
IBe cTpaHbl, BenukoOputanus u HpnaHaus, 3HaYUTENBHO
paCUIMPHIIH 3TH KIMHUYECKHE CIyKObI [65].

8.1. O6sazannocmu knunuueckozo gapmayeema CF
Knuanueckuit papmanesr CF urpaer neHTpaibHyo poJsib B
3G EeKTUBHOM yIpaBiIeHUH MeauKaMeHTaMu [66]. O6mas uenb
IEeSTeNPHOCTH  KIMHHYECKOW amTeKd — CII0COOCTBOBATh
NIPaBIJIEHOMY u 1enecooopazHoMy UCIIOJIb30BAHUIO
MEIMIHHCKHUX MPOIYKTOB U YCTPOHCTB [67]. DTa HesATensHOCTh
HanpaBJeHa Ha:
® MaKCHUMH3AlMI0 KIuHH4YecKoro 3¢ dekra sekapcTB (T.e.
UCIOJIb30BaHUE caMoro d3(QQEeKTUBHOTO JIECYCHHUS IS
Ka)KI0ro MalHueHTa),
© MHHHMHU3AIOUIO PHCKAa MOOOYHBIX 3((EKTOB, CBI3AaHHBIX C
nedenueM (T.e. HaOIIOJEHHE 3a KypcoM Tepamuud H
MEPEHOCHMOCTBIO TEPANHH),
® ONTUMH3AIUIO pacxos0BaHUs CPeICTB Ha
(dbapmakoTepanuio, OMJIaYeHHBIX 3a CYET HALUOHAIBHON
CHCTEMBI 3/[paBOOXPAHEHUS H 3a CUET MAIUEHTOB.

I'maBHas menp cinyXOBl KIMHHYECKOTO (QapmaneBra —
oka3zaHHe (apMameBTUYECKO ITOMOINM, HANpaBIEHHOH Ha
MaIyenTa, u onpeenasieMoi Kak OTBETCTBEHHOE
MEAMKAMEHTO3HOE JIeYeHHE, KOTOpO€ JOCTHUTaeT SBHOTO

pe3ynpTaTa C YJIyYNICHHEM KadecTBa JKU3HM MAIUEHTOB U
JUIUTEIIbHBIM BBDKHUBAHUEM. DTa CIyX0a SBISETCS HPOLECCOM,
B X0/i¢ KOTOpOoro (hapMaueBT COTPYJHHYAET C MALUEHTOM U C
JpPYTMMH  BpayaMH-CHELUAIMCTAMH B IUIAHUPOBAHUH,
BBIIIOJIHEHUM M HAOJIIOJCHUM 3a Tepanueil, 4yToObl JAOCTHYb
9THX 0COOBIX Pe3yIbTATOB JieucHus [68].

O¢ddexTuBHOE OCYymECTBIEHHE CIIy)KOBI  KIMHHYCCKOH
¢apmanun B mentpe CF  ocHOBaHO Ha 3HaHUAX W
kBasMpuKanuy kauHndeckoro ¢apmanenta CF, n Ha kauecTBe
pa3IMYHBIX BCIOMOTATENBHBIX CIYXkO0, TaKMX Kak CIyx0a
MeIuIUHCKON uHpopmanuu ¢ ombitoM B npobiremax CF u
neauaTpuu (eciu TpeOyeTcs), a Takke Ciyx0a cHaOXeHHS U
pacmpenesieHus, KoTopas  mojaaepkuBaer  dddexkTuBHOE
obecrieueHre CTallMOHAPHBIX MALMEHTOB JIeKapcTBaMu. Taxoke
MOXXeT moTpeboBaTbesi ciayxba oOTImycka JiekapcTB. Takxke
JOJDKHBI UMETHCSL TOCTYI K TeleGOoHHOH ciyx0e 3KCTpeHHOI
JIOCTaBKH JIEKapCTB, HWH(GOPMAIUM M KOHCYJIbTALUU IS
CTallMOHApHOW IOMOINM, U CIIy’)k0a OTIyCKa aceNTHYECKUX
JEeKapCcTB C NPHUTOTOBICHUEM BHYTPUBEHHBIX aHTHMOMOTHKOB,
BKJIIOYasi PEKMMbI KOMIUIEKCHOH J1eCeHCHOMIN3aIMN.

Knunnyeckuit hapmaneBT JODKEH:
® OTIyCKaTh JIEKAPCTBA CTALMOHAPHBIM M aMOyJIaTOPHBIM

MaIUeHTaM 10 TPeOOBaHUIO UX YUIPEKACHUS,

* nocemars obxonel nanar CF u coBemanus Opurager CF
(MDT),

® [IOAJCPKUBATh M MNPEJOCTABIATE HMHPOPMALMIO JIPYTrUM
(dapmaneBTaM B OTJAEIEHHM, KOTOPbIE, BO3MOXHO, HE
snakomebl ¢ CF,

® IOJAEPKHUBAaTh CBSA3M C IEJUATPHUECKHM U B3POCIBIM
LHEeHTpaMH BO BpeMs Iepexoja IIOMOIIM M IepeBoaa
MAIEeHTOB,

® [OJAEpPKHBAaTh M INPEAOCTABIATE HHOOPMAIHUIO IPYTUM
(dapmaneBTaM, paboOTaOIIUM B INEPBUYHOH MOMOIIM U
Ipyrux OoNbHHULAX,

* noaxepxuBath CPD (Bbicokuil ypoBeHp 3Hanuii — KIIM)
MyTéM MPOXOXKJIEHHUS Y4EOBI M HMPHUCYTCTBHS Ha y4eOHBIX
OHSAX, a TakXkKe HalOMOHANBHBIX ¥  MEXIYyHapOIHBIX
KOH(EpPeHIHX,

® y4acTBOBaTh B ceTsAX C¢ apyrumu Qapmanesramu CF mius
koHcynpTauui u CPD.

8.2. Ipaxmuxa ¢hapmayesmuueckou ciyxucOvl, 8bINOIHAEMOU
rkaunuyeckum papmayesmom CF

8.2.1. Pykogoosiwue popmyaapsl, KiuHUYeCKue peKoMeHOayuu
U NPOMOKObL e eHUs

Knuanueckuit  ¢apmanesr CF pomkeHn copelcTBOBaTh
3amoJgHEHUI0 (OpPMYNIApOB, 4YTOOB 00ecIeYyuTh BHEApPEHHUE
COOTBETCTBYIOIIMX JIEKAPCTB B KIMHUYECKYI0 MpakTHKy. OH
Take JO0JKEH COJIeHCTBOBATh Pa3BUTHIO U MOJAEPIKKE CIIyXKO
JOMalIHel MOMOIIY, TaKOH Kak BHYTPUBEHHBbIE aHTHOHMOTHKHU
Ha JIOMy; OCYIIECTBISATH M KOHTPOJIUPOBATh OTIYCK
MEIUKaMEHTOB Ha JIOM.

Mexny ximHHdeckuM Qapmanesrom CF wu  ppyrumum
unenamu 6puransl CF momkHO ocymecTBisAThcs 3¢ pexTuBHOE
B3aumonericteue. Kak u Bce cmemumanuctel Opuransl CF
(MDT), knunudeckuii papmaneBT A0oKeH ydacTBoBath B CPD
u nocemars koHpepenuuu no CF u yueOubie quu. OH Takxke
JOJKEH ydacTBOBAaTb B OOyYEeHMM M TOATOTOBKE JPYTHUX
Bpavel-CIeNHaNNCTOB, BKIIOYasi Bpaueld MEepBUYHON MTOMOINH,
npu HeoOxoxmmoctu. KimHuueckuilt (¢apmaneBT IOJDKEH
CIIy’)KATh KOHCYJIBTAaHTOM IO IOPUAWYECKHUM ¥ JTHYCCKUM
BOIpOCaM IpPHMEHEHHWsS JIeKapCcTB, B TOM 4YHCIE IIO
NPUBIEUYEHUIO W  HAa3HAUEHHWIO  HEIHUIIEH3MPOBAHHBIX H
HeUpPMEHHBIX JiekapcTB. KimHuueckuil ¢apManeBT AOIDKEH
pemiars J00ble TPOOIEMBI C MOCTAaBKOU JIEKApCTB M COO0IIATh
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o Hux B 6purany CF.

Knunuueckuit ¢apmaneBT MOXET MOTpeOOBaTHCS ISt
COTpYAHHMYECTBAa B HMcclenoBaHusX u paspaborkax mo CF, u
JUI TIOMOILM B 3aIIOJIHCHUM MHAMBHUIYaJbHBIX TpeOOBaHUH Ha
¢uHaHCHpOBaHME, WM TPEOOBAaHUH B HCKIIOYMTENIBHBIX
clly4asix Ha MHJIUBHyaJIbHYIO IIOCTaBKY KOHKPETHBIX JIEKapCTB
JUIs  TalMeHTa, eCIM HeT MEXaHW3MOB MU TEeKYyIeTro
(MHAHCHPOBAHUS TAKOW TEPAIIUH.

8.2.2. Coenacosanue nexapcme / edenue ucmopuu

Knunnueckuii ¢apmaner CF orBewaer 3a corjacoBaHue
JeKapcTB  NpPU  TOCHUTANM3ALMU/LEPeBOAE U3 JPYrUX
YUPEXKICHUH U TpPH BBINUCKE, BKIIOYAass albTepPHATHBHbBIE
JeKapcTBa, OTIycKaeMble 0e3 pelenTa, NpoOHbIE JeKapcTBa U
JexapcTBa I npodnx 3aboseBaHuit. OH T0KEH 00eCHeYnTh
TOYHYIO 3aIlCh B HCTOPHH OOJIE3HH, BKIIOUAS aJTICPrHUCCKUE
peaklMy U HEIEPECHOCUMOCTbH JIEKapCTB.

8.2.3. Cnyaxcoa nposepxu
JleKapcmeeHHo20 leyeHus

[Ipu xoHTpoOJIe U HAOIIOJCHUH 3a JIEKAPCTBEHHOH Tepamnuei
knuHudeckuil ¢apmanet CF pomken rapaHTUpoBaTh, 4TO
JE€YEHUE U COCTaBbl NPUTOJHBI U1 HAlUEHTAa, MPOBEPUTH
pacUIMpeHHbIe pELEenThl Bpadyeld CMEXKHBIX CIIELHAIBHOCTEH,
BKJIIOYAs JPYruX (apMareBTOB, H NIPOBEPUTH B3aHMOAEHCTBUE
nexapctB. Knmuudeckmit QapmameBT Taxke OTBeYaeT 3a
MOJHOTY, TOYHOCTb CMBICIa M 3aKOHHOCTb pEIENTOB, H
BBISIBJIIET BO3MOXHBIE OINOKHU B PEIENTaX.

peyenmoes u KOHmMpOJis

8.2.4. Bvisignenue paxkmopos pucka 05 NAYUEHMO8 U
nexapcmes

Knunnueckuit dapmanesr CF HecéT OTBETCTBEHHOCTH 3a
MIPUHATHE BO BHUMAHHE IIPU BBINHCKE PELenTa XapaKTepUCTHK
ManyeHTa, TakuX KakK BO3pacT, OEpeMEHHOCTh U KOpMIICHHE
rpyasto, aucyHkuus opraHoB. OH HaOnrofaeT 3a peakuuei
MalMeHTa Ha MPOIIJIoe U TeKyIlee MEIUKaMEHTO3HOE JIEUEHUE,
npudéM JOJDKHBI TAKXKE YUHUTBIBATHCS HEJEKapPCTBEHHAs WU
JOTIOJIHUTENbHAS Tepanus.

8.2.5. [Ipedynpesicoenue,  evisgieHue U
HenepeHocumMocmu 1eKapcme
Kmunnueckuit gapmaunesr CF momkeH perncTpupoBaTh H
coobmars 000 BceX peaknusAX Ha HOBBIE JIEKapcTBa, U O
CepbE3HBIX PEAKIHUIX Ha JABHO MPUHUMAeMble JIEKapCTBa B
COOTBETCTBYIOIUI HallMOHaNbHBIN opraH. Crofa BKIIOYAIOTCS
peaxIuu UHAWBUIYaNbHOM TOKCHYHOCTH, anueprus,
TUTNEPYYBCTBUTENBHOCTh, NPOTHUBONOKA3aHUS M HaOIIOAEHUS
3a JI0OBIMM OTPHULATENBHBIMU PEaKIUsIMH Ha JekapcTBa. J{is
CBEICHHUS K MHHUMYMY TaKHX CIIydaeB, ClIeIyeT 00eCIedUTh
HaJUleXalee IPUMEHEHUE, XPaHECHUE U YTUIN3ALMIO JIEKApCTB.

coobwenue 0

8.2.6. Tpebosanus k uHOUUOYaAIU3AYUU 1eKAPCMEA U O03bl

Knununueckuit  ¢papmanesr CF  1oimkeH, HAacKOJIBKO
BO3MOJXKHO, CTPEMHTBCS K MAaKCUMAaJIbHOMY TE€parneBTHYECKOMY
HOTCHLMANY U MMHUMAJbHBIM OTPULATENBHBIM 3G deKTaMm oT
MpUMEHEHHs JIeKapcTB. Takxke TpeOyeTcs TeparmeBTHIECKOe
Ha0JoJleHWe 32  HEKOTOPBIMM  JIeKapcTBamMu  (HAmp.,
AMHHOTJIMKO3UaMH, a30J1aMH) COTJaCHO WHAWBHIYaIbHBIM
(hapMaKOKMHETHYECKUM IIOKa3aTesIM; HaONIoIeHNe M aHaIN3
pE3yNbTaTOB MHAMBHYaJIbHOHW MOTPeOHOCTH B JieKapcTBax. B
Hporecce ONTHMHU3ALMK NPUMEHEHHUS JICKapCTB KIMHUYECKHH
(dapmaneBT JOJDKEH TakXKe Y4YUTHIBATh JKeNaHus M oOpas
KHU3HU MaLUCHTA.

Knuunueckuit  ¢apmaneBT mOomKeH OBITH B Kypce
nH(pOpPMAIMKM O HOBBIX JIGKAPCTBAX M Tepamuu (Hamp., HOBBIC
a’p030JIbHBIC aHTHOMOTHKH), X BBOAUTH UX B PEIKUM JICUCHUS.

8.2.7. Obyyenue u
nonevuumenetl

Knununueckuit ¢apmanesr CF wurpaer BaxHyl poJib B
HaJUIeXkKaleM OOY4YEeHHM U KOHCYJIbTUPOBAHUM IIAI[MCHTOB B
OTHOIIEHNH Oe3omacHOro U 3((EKTHBHOTO MPUMEHEHHS
aekapctB. Cioza ke OTHOCATCS NMAMATKHM O JIEKapCTBax Juls
MAlMEHTOB M JPYrHe MHOAXOISIIMNE METOIbl IOAJCpIKAHHS
pexxuMa JsedeHus. PapMmaneBT [ODKEH TaKKEe COCTABHTH C
MAlMEHTOM/TIONeYUTeNIeM  MHQOPMHUPOBAaHHBIH  IUIAaH MO
JOCTHIKCHUIO HAWIY4IIero COIJIACOBAHUS C JIGKaPCTBEHHOM
Tepanuen.

KOHCYIbmupoesarue nayuenmoes u

8.2.8. Oyenxa npumenenus nexapcma

Knunnueckuit  ¢papmanesr CF umeeT HEKIMHUYECKHE
o0s3aHHOCTH,  BKIIOYaomue  (UHAHCOBEIH  OT4€T 00
HCIOJB30BaHUH JIeKapcTB nepen Opuranoit CF, pykoBoxcTBOM
OOJBHMIEI, M APYTUMH OpraHamu, ecium mnorpedyercs. OH
JOJDKEH OLICHUBATh yKa3aHHs IO JICUECHHUIO, HOBBIC NPOLEAYPHI
U OKa3aHHEe [OMOILHU Ha A0MY.

9. Opranu3anus ICHXO0CONHAJIBLHON MOMOLIH

XKuzap ¢ CF BbI3BIBACT MHOXECTBO Ipo0jeM mepexn
nanueHtamMu u ux poaurtensmu. llentp CF nomkeH okasbBaTh
HaAJeXaIlyl0 MCHUXOJOTHUECKYI0 TIOMOLIb M TOAAEPKKY,
yTOOBl MOMOYb MAIUEHTY U CEMbE CIPABUTHCSI C ITUMH
npoGiemamu. UYToOBI OKa3bIBaTh ONTHMAIBHYIO IOMOIIb,
nentpam CF  TpebyeTcs MeXIUCHUIUIMHApHAs CTPYKTYpa,
BKJIIOYAIOIIAsl JOCTYN K ICHXOCOIHMAIbHBIM CHEIHAINCTaM B
TedeHHe Bced kM3HM mnarueHta. OCHOBHBIMU JOCTYHHBIMHU
MICUXOCOIHATbHBIMH CHeNHaTUCTaMH JOJIKHBI OBITH
KIMHUYECKUH TICHUXOJOT M COLMAJbHBIM pPAOOTHUK, XOT
BO3MOXHBI  BapualMM 3TUX Mpodeccuil TNpu  yCIOBUH
BBITTOJTHEHUS OCHOBHBIX KOMIIETCHIIN I (cM. HIKE).
IIcuxoconnanbHEe CHEINATHCTh JIOJIKHEI HMETh
KBaIM(UKAUIO B CIEAYIOIIUX oOyacTsax: pabora ¢ AeTbHMH,
CEeMBbSIMH U B3POCIBIMH COTJIACHO OCOOBIM ITOTPEOHOCTSIM
nentpa CF; pabora ¢ manmeHTaMu NpH Pa3IMYHON TSDKECTH
Oone3nu; okasanue mnomomu npu CF Bo Bcex ycHoBUSAX:
aMOynaTopHas, CTalMOHapHas, OOIlEeCTBEHHAass W NOMOIIb Ha
JI0My.

PasHooOpa3ue morpeOHOCTEH MAaUMEHTOB M JOCTYIHOCTh
cnenuanuctoB B nenTpax CF He mo3Bomnsior chopMyIHpoBaTh
enuHy0 TporpaMmy. [IcmxoconuanbHyI0 IIOMONIb CIERYET
OKa3bIBaTh B KOHTEKCTE PAa3BUTHS IallMEHTA: OT MJAACHIEB IO
Maybled, IeTCTBO, IOIPOCTKOBBI MEpHoJ, MOJOJOCTS,
B3pocias XU3Hb M CTapmiuil Bo3pact. Ha kaxnoil cragun
BO3HHKaIOT Bo3pactHble TeMbl u TeMbl CF [69, 70] (Ta6uauua
3). KimtoueBble cTaguu BKIIOYAIOT BpeMs IOCTAHOBKM JMarHo3a
[71], mepexon x B3pocnoi momomum [19, 72-76] u mepexoa K
MOMOINMA TNPU  JTOKHUBAHUH/TPAaHCILIAHTAI[UH 77, 78].
Tpaexktopuss camoif 0one3HH OOYCIOBIMBAaEeT IEPHOMBI
YCHJICHHS  IICHXOCOLIMANBHON  INOANEpXKKW, Hamp., IpH
JauartHose, mepBoro uHbuIMpoBaHus P.aeruginosa, mnepsas
rocnuTanu3aius, audardfo3 auabera, cBszanHoro c¢ CF,
NOTPeOHOCTh B 30HJOBOM IHMTAaHUH YE€pe3 TacTPOCTOMY,
JOTIOJIHUTENBHBI  KUCJIOPOJ, HEWHBAa3MBHAs BEHTUIIALUA,
obcnenoBanune nepen TpaHCIUIaHTaluen JETKUX.
IIcuxoconuaneHble CNEMUANUCTBI JOKHBI OBITh BKIIOYEHBI B
MEXIUCIUIUIMHAPHYI0 MOMOIIF Ha BCEX OJTHX CTaAMAX
(Tabnuua 3).

9.1.  Coyuanvnuui pabomnux CF

9.1.1. Obazannocmu coyuanvrozo pabomnuxa CF
CouunansHelii  pabotauk CF  obecnednBaeTr momouib

MaleHTaM U CEMbSM B UX SMOI[MOHANBHBIX U MPaKTHUECKUX

MOTPEOHOCTAX, U TOAAEPKUBAET MAUEHTOB U CEMbH B XHU3HH

¢ CF Ha pa3HBIX CTaJUsIX Pa3BUTHS U OOJIE3HH.
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Tabnuua 3

IIpumMeps! BasKHBIX COOBITHH B )KHU3HH, KOTIa HEOOXOANMA IICHXOCONMAIbHAS MOAJSPIKKA MAeHTaM C KHCTO3HBIM (HOPO30M.
JleTckue roapl ITopocTKOBBIE TO/IBI B3pocibie rozst
OtnpaBieHne B JETCKUH cajl/IOArOTOBUTENbHYIO Ipyny  [locTymieHne B CpeHIO0 KOy Hauano BsIcmiero oopa3oBaHus
OTrnpaBieHue B HIKOIY Ioapoctok ¢ CF Hauasno paGotsl
IlepBoe oco3HaHUE CBOETO OTINYHS ITepBrle oTHOLIEHUS Hayano nanTenbHBIX OTHOIIEHUH
Ipo6aemsr ¢ enoit IlepBblii cexCyanbHBIN ONBIT MarepHrHCTBO/OTIIOBCTBO

IIpoGnemsl co cHOM Cwmeptb apyra or CF Cwmeptsb apyra ot CF

[IpoGiembl noBeeHUs (Harp., HECOOIOICHUE PEXKUMA) IIpoGnembt MOBE/ICHUS (namp., IIpoGnembl noBeneHus (Hamp., HECOOTIOACHUE
HecoOmoaeHne pexuMa)
pexIMa)

Tpumepsl K110UEBHIX MEOUYUHCKUX CIMAOULL

JHuarnosz CF Juarnos 6ecrumoaus

IepBoe nupumposanne Pseudomonas Jleuenue Gecrnonus

IlepBBlii  3mu301  amwiepruyeckoro OpoHxo-1éroynoro (OcCo3HAHUE YXYALICHUS COCTOSHUS
acrnepruuiésa Ilepexon BO B3pOCIYIO KIIMHUKY
VYcraHOBKa racTPOCTOMBI [lepexox Ha TpaHCIIAHTALUIO
Juarno3 nquabera, cszanHoro ¢ CF Ilepexon Ha MOMOILb NPU 10KUBAHUU
IlepBoe KpOBOXapKaHUE U IPYTUE OCIOKHECHHS Tpancrulantanus

3aBHCUMOCTB OT JIOTIOJIHUTEIBHOTO Kucijopoaa

CF — kucro3uslii ¢pubpos.

CounanpHblit paOOTHUK JOJKEH COCIMHATD Pa3pbiB MEXY
KU3HBIO B OOJBbHUIIE M JOMAIIHEil XKHU3HBIO, U TOAJCPXKUBATh
CBSI3M C COLMAJIbHON MOAAEPKKON IHO MECTy >KUTEIbCTBA,
HCHONB3YsT oOpameHne K MeCcTHBIM ciyx0aM. ConnanbHBIH
pabOTHMK AaKTHBHO YYacTBYeT B pa3JIMYHBIX CTpPATETUAX
rnepexoja, BKIK4Yas Iepexo] K B3pOCION IOMOIIY U IEPEexXo]
k tpancmiantanuu (Tabamma 3). CounmanbHBII pabOTHHK
UMEET OIBIT, KOTOPBIH JOTMOJHSAET OMNbIT KIMHUYECKOTO
MICUXOJIOTA.

CounanpHblii  pabOTHMK  JOJDKEH YMETh OLICHUBATh
HPaKTHYECKHE MNOTPEOHOCTH M MPENOCTABIATH DAL YCIyT,
KOTOpBIE JOCTYIHBI B CTpaHe manueHTta. EMy HeoOXOXMMEI
aKTyaJbHBIE 3HAaHUS MO JeHCTBYIOIIEH B CTpaHe CHUCTEMe
mocobuil u kommneHcanuii. ColuaibHBIH PaOOTHUK JOJKEH
MOAJNEPXKUBATh CBSI3M C JAPYyrUMH  ciyxOamu  (Hamp.,
KOMMAHHUAMU MEIMLUHCKOTO CTPaXxOBaHHsA, AareHTCTBAMHU
JETCKUX MOCOOMH, areHTCTBAaMU COLMAJIBHOrO obecredeHus,
aJMUHHUCTpanueil  OOJBHHUIBI,  LIKOJNbBI,  aCCOLMALHAMHU
nanueHToB CF) u cmyXuTh mpejcTaBuTeNeM MNAllMEHTOB U UX
cemeif. ConmanbHBI pabOTHUK MJODKEH pa3dupaTrbcs B
Bompocax o0pa3oBaHUS U Kapbepsl B CTpaHe, TJC IPOKUBACT
naruedT. OH J0JDKEH yMETh MPUMEHSTh IPOIEIyphl 3alIUTHI
nereid m obecreunts 3¢ ¢eKkTuBHBI 00MeH WHOpManuei,
BbIJa4y HampaBl€HUH W  B3aMMOCBSI3M C  MECTHBIM
ynpaBieHHeM, eciiu notpebyercs. Ilocenenus Ha 1OMy MOTYT
CYHIECTBEHHO YNy4YLIMTh IOMOIIb, U MPU HEOOXOAMMOCTHU
JOJI’KHBI TPOBOAUTHCS.

9.1.2. Ilpogheccuonanvroe pazsumue

ConuanpHerii  pabdotHuk CF  1omkeH  cienmTh  3a
IepeMeHaMi B CHCTEMax 3JpaBOOXpPaHCHHUS, B BOINpOCax
(UHAHCOBOW W COLMANBHON TONICPKKH, B aCHEKTax
00pa3oBaHMA M 3aHATOCTH, B 3a00Tax MallMEHTAa U CEMbHU O
6marococrosuun. CouuaibHbIl pabOTHHK MOJDKEH MOJIy4aTh
HernpepbiBHOEe oOpa3zoBanue B Bompocax CF. OH momkeH
peryiaspHO TMOCEIIaTh HaIMOHAJbHBIE M MEXAyHapoIHbIE
KoH(epeHInH, YTOOBl TOIJCPKUBATh aKTyalbHBIC 3HAHUSA O
CF 1 HOBBIX HayYHBIX JIOCTH)KCHHUSX.

9.2.  Knunuueckuii ncuxonoe CF

B Teuenme cBoeit sku3Hum mamueHTel ¢ CF  10KHBI
BOCIIpUHATH 0coboe moBexenue B cBsia3u ¢ jeudenuem CF,
KOTOpOE€ COYEeTaeTCs C BBIIOJHEHHMEM OOBIYHBIX 3a/1a4
pa3Butus. Knunuueckuit ncuxonor CF nmomoraer nauueHram
H CEMbSIM B 3THX MPOOIIeMax, M BCE TOABI MOANCPKUBACT UX B
xu3Hu ¢ CF u nedyeHnu.

9.2.1. O6sa3annocmu knunuyeckozo ncuxonoza CF

B OTHOIIEHMN MAIMEHTa U CEeMbH, KIMHUYECKUH MCUXOJIOT
CF HecéT OCHOBHYIO OTBETCTBEHHOCTH 3a OOCIECIOBaHUE U
BMEIIATEIGCTBO B  OMOIMOHAJIBHBIE, IOBEAEHYECKHE W
IICUXOJIOTHIECKHE 3aTpyJHEHUS, UCHOIB3YA, npu
norpebHOCTH,  OOOCHOBaHHOE  JIEYCHHE M BBIAaBas
HeoOXouMble HampaBieHUs. KiuMHMYeckuil ncuxosior Hecér
OTBETCTBEHHOCTH 32 BCIO IICUXOJOTMYECKYyI0 paboTy B LIEHTpE.
OH [OKeH OKa3bplBaThb Kak aMOyJaTOpHylo, Tak H
cranuoHapHyo mnomouis. CoOnroleHue pexuma, MpoOIeMbl
MIOBE/ICHUS B CBS3M C IMHUTAHUEM, TPEBOXKHOCTh U JETPECCHS,
nemopanu3anus, 60ib, GOOMM U COH — BOT HOBCEJHEBHBIE
TEMBI, KOTOPBIE TPEOYIOT IICHXOJIOTHIECKONH TOMOIIH.

Knuaudecknit IICHXOJOT MOET HCIOJIB30BAaTh METOJBI
MeauTauuu B paboTe ¢ ocranbHbiMM wieHamu Opuransl CF.
Kpome TOro, KIMHUYECKMH IICHXOJIOT JIOJDKEH BBINOJIHATH
ciny0y KOHCYJIbTallMM M HaA30pa 3a OCTAJIbHBIMH 4JICHAMU
opuranet CF B wux pabore ¢ namueHTaMH, M OKa3bIBaTh
MOJIICPKKY IepcoHaly B ocBoeHHH padoTsl ¢ CF.

Knuanaecknit ncuxosor K0DKeH OBITh 3apeTUCTPUPOBAH B
CcBOEM HAIMOHAJIBHOM rocyfapcTBeHHOM opraHe. OH JOJDKEH
UMETh KBIN(QUKAUIO B JETCKON/ MOIPOCTKOBOM wn/mim
B3POCJIOH KIMHUYECKOH IICUXOJIOTHH, B IICUXOJIOTHH OEICTBUS
u yrpathl. KlMHHYeCKuil CUX0JI0T IOJKEH yMETh IPUMEHSTh
TEpaneBTHYECKUE METOJIBI, KOTOpBbIE MOKa3aiu
s¢dextuBHocTh y manueHToB ¢ CF u B cempbax. K Hum
OTHOCATCS, Hampumep, (KOTHUTHBHBIE) IOBEIEHYECKUE
metonsl [79, 80] m moTuBanmonnsie G6ecenst [81]. Hakowuerr,
KJIMHHYECKUH MICUXOJIOT JOJDKEH OBITh B Kypce MCCIICTOBaHUH
no Bompocam ncuxosoruu npu CF, Bxmouas coGmronenue
pexnMa,  caMoOJeYeHHEe W CaMOIIOMOINb,  BIIHSHUE
XpOHHUYECKOH OOJEe3HM Ha pa3BUTHE UEJIOBEKa, BIUSHHE
XpOHUYECKO!l OoOJe3HM Ha CeMEWHYIl0 M OOLIEeCTBEHHYIO
KM3Hb, BONPOCHI MOXKHUBaHMA W MAJUIMATHBHOW IOMOIIH.
KnuHuYeckui INCUXO0JOr JOJDKeH o0iazaTh YMEHUSAMH U
OTBITOM (HJIM PAa3BUBATh MX) B IPOBEACHUH IICUXOJIOTHUCCKUX
HCCIIEIOBAHUHN C LEIbI0 yTydIICHUS MOMOINM IMAalUCHTaM H
H3yYeHUs ICUXOCOIHaIbHBIX BompocoB npu CF.

9.2.2. [lpogpeccuonanvnoe pazsumue

Knunnyeckuit ncuxonor CF orBeuaer 3a yyactue B CPD
(moBeimeHue kBanudukauuu - KIIJ[); B HEKOTOpPBIX CTpaHax
OHO OIICHMBAeTCS KaK 4YacTh €KEroAHOil aTTecTaluu.
Knuanueckuil IcUXoJIor OTBEYaeT 3a aKTyalbHOCTh CBOHUX
3HaHuil 1o wmeaunuHckuM acnekram CF, a rtakxke 1o
NICUXHATPUU. B HEKOTOPHIX CTpaHax MMEIOTCS HAI[MOHAIBHEIE
OpraHbl  IICHXOCOIMANBHEIX  CIEHUAINCTOB  (Hamp., B
BenukoOpuTaHuu), 1 NpUHAUICKHOCTb K HUM TpeOyeTcst Ui
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npakTuku B coctaBe Opurangsl CF. Kimanmueckuil mcmxosor
JIOJIKEH peryiaspHo rnocemars HallUOHAJIbHbIE u
MEXIyHApOJHbIE KOH(QEpPEeHIUH, YTOOBl IOAJEPKUBAThH
akTyanbHble 3HaHUs 0 CF 1 HOBBIX Hay4HBIX JJOCTHIKCHHUSAX.

9.3. OcHawenue u mpebo8anus K NCUXOCOYUANLHOU NOMOWU

Knunnueckomy ncuxosnory CF u counansHOMy pabOTHUKY
CF 71pebyercs pmocrarouyHoe BpeMs, 0OOpyIOBaHHBIE
ciry>)keOHble KaOMHETHI, moaaepkka u yBaxkenune 6puranst CF.
KnuHnueckoMy NCHX0JIOTY B CONMATBHOMY PaOOTHHKY YacTo
HEe0OXOOMMO  MHOJAEPKHMBATh  PETYISPHBIA  KOHTAaKT C
MallMeHTaMH M CEMbSMHU B MEPUOJBl MEXIY MOCEIEHUIMU
KIMHHUKH, TO03TOMY MM TpeOyeTcs JOCTyNl K COBPEMEHHBIM
cpeacTBaM (Hamp., JIEKTPOHHAS MOYTa, Teae(OH, TEeKCTOBbIE
coobmenus). MM  obOoum  TpebyeTrcs  COBpeMEHHAas
WHTEpaKTHBHAs  cHcTeMa ofpameHuss K  CTOPOHHHM
NICUXOCOIUANBHBIM CIIEIUAINCTAM U YYPEXKICHUSIM, YTOOBI
OKa3bIBaTh JIEYeOHYI0 ICHXOCOIHAILHYIO/TICHXUATPUIECKYIO
oMOIIb HpH mpobiemax y nanueHra (Hamp., AeUIUT
BHUMAaHMA, THNEPAKTHBHOCTh, ayTH3M) MOOIHM30CTH OT JOMa
nanueHTa. Knuaudeckui MCUXOJIOT U COLUANBHBIH PabOTHUK
JNOJDKHBL mocemars cosemanuss MDT u  ywactBoBaTh B
MPUHATUH PEIIEHUH U KOHCYNbTAI[UH MaIUEHTOB.

10. Opranu3anus MeIMUUHCKON reHeTUKHU

MenunuHCKHEe TEeHETHKH, CHCIHANNCTHl MEIHIIUHCKON
MOJIEKYJIIPHO-TEHETHIECKOH J1abopaTOpuu M KOHCYJIBTaHTHI-
TCHETHKH WrpaloT poJIb C BO3PACTAIOMIEH BAXXHOCTHIO B
KOMIUIEKCHOM amarHoctuke u BepeHuu mnaruentoB ¢ CF, B
YaCTHOCTH, B HamnpaBJICHUAX  JuarHosa  0oJjesHw,
UH()OPMHUPOBAHHOTO IJIAHUPOBAHUS OEPEMEHHOCTH, M OLIEHKH
stuosioruu  OomesHu B cBi3u ¢ BapuaHtamu CFTR,
obnapyxxeHHbiMH cekBeHupoBanueM JIHK. Kpome Toro,
MEIUIHMHCKAH TEHeTHK [0 aHalM3aM YICHOB CEMbH
omeHHBaeT (a3y CHEIUIeHUs, W IOATBEPXKIAeT, 4YTO BCE
KOMIUIEKCHBIE ajulelnd (KOTOpble MOTYT OBITH CBS3aHBI C
BappupyromuM ¢enotuniom CF) o0HapyXeHBI H TOYHO

IUAarHOCTUPOBAHBI.
I'eneTnueckuil KOHCYJNbTAHT WJIM MEIULMHCKUM TI'€HETHK
obecrneynBaeT KOHCYJIBTALIUIO o IJIAHUPOBAHUIO

MOCIEAYIOIET0  IETOPOXKIACHUA B  CEMbIX CO BHOBB
JUArHOCTUPOBAHHBIMH JIETHMH, U JJIS1 B3POCIBIX MAIUCHTOB, U
CHOCOOCTBYIOT BBISIBICHHIO PHCKAa y WIEHOB CEMbH, KOTOpHIE
TCHETHYECKH CBS3aHBI C MAI[UCHTOM.

MenuuHCKUd reHeTuk, padortarommii B ueHTpe CF,
KOOpIMHMPYET TIepenady HHPOpPManuu B CIEHHATIbHEBIC
peectpsl u  peructpel  (mamp., Peructp ECFS), wu
npeacraBieHue oOHapyxeHHbIXx Mytanuii CFTR B 6a3sy
JaHHBIX [0 MyTanusMm Kucrtoznoro ¢ubpoza (CFTRI),
KOTOpas CIYXHUT crenuduueckoil 6a30ii TaHHBIX BCEMUPHOTO
Macmraba A7 BBIIBICHHBIX MYTAaIli M BapHaHTOB B 3TOM
JOKyce, a TakKe B HHTEPAaKTHBHBIH OHJIaliH-pecypc
KInHH4eckoit u  dynknuonansHoit  TpamHcmamun  CFTR
(CFTR2), uro0bl O0O0BEKTHBHO O0O0OOCHOBATH ATHOJIOTHIO
Oose3HM 10 BhIsIBICHHBIM BapuanTtam rena CFTR.

Ecnn paccMaTpHuBaeTcs IpUMEHEHNE Tepanuy,
moaymupytomeid CFTR, To MeIMLIMHCKHI T'€HETUK OTBEYaeT
3a jabopatopHoe moarsBepxaeHue renoruna CFTR vy
BHIOpaHHBIX MAIMEHTOB (ONTHUMAJIbHO, ITyTEM HE3aBHCHMOTO
otbopa mpober u  cekBeHupoBanus JIHK), d9ToOBI
nabopaTOpHOE HCCIEOBAHUE BHINTOJHSIIOCH B JabopaTopuw,
kotopast akkpenutoBana mo I[SO 15189 u oOecmeunBaer
CBOEBPEMEHHOE BBIIIOJHEHNE aHAIN3a.

11. Opranusanus c60pa JaHHBIX

CF — 5TO MHOrOCHUCTEMHOE, KIWHUYECKH HEOTHOPOIHOE
3aboneBaHNe C Pa3NIUYHBIMU HCXOJaMH, HECMOTps Ha €ro
MOHOTEHHOE  MPOUCXOXKICHHE. XOTsA  (DEHOTHIUYECKHE

BapHalMU OIPENeNIIOTCs TeHOTHIIOM, OpaThsi M CECTPHI C
OJIMHAKOBBIM TE€HOTHIIOM pa3IMYalOTCs IO MCXO0JaM, YTO
YKa3bIBaeT Ha BIUSHHUE MPOYHMX (PAKTOPOB, TAKHX KaK T'€HBI-
MOIU(PUKATOPHI, OKpYy’Karomast cpena, MHUKpoQIopa
JBIXaTeIbHBIX MyTel, COLMAIBbHBIA CTATYC, MOJI, JOCTYTHOCTb
MOMOLIM U cobmoaeHre pexxnma neuenns [82]. C6op maHHBIX
Ha HAlIMOHAIBLHOM M MEXAYHapOJHOM YPOBHAX oOcCTaércs
KIIOYEBBIM  TPOLIECCOM,  CHOCOOCTBYIOUIMM  M3Y4EHHIO
SMHUAEMHUOJOTHH M HMCXOJO0B 3TOro 3aboneBanus. Toapko ¢
MIOMOIIBI0 cOOpa TOYHBIX JAHHBIX MOKHO ITOJIYYHUThH CBEICHHUS
0 TIPOTPECCHUPOBAHMM OOJIE3HH, pPE3yNbTaTaXx U JKOHOMHKE
JIeyeHHs, MOTPeOHOCTH B mepeMeHax [7]. JlaHHbIE BBICOKOTO
KauecTBa TaKXK€ MOTYT HCIOJIb30BATHCS MOJUTHKAMH, YTOOBI
HaMeuaTh U ONPEIENATh MPUOPUTETH OYIYIIMX CTPATErui u
BMEIIATEIbCTB.

CF — oTHOCHTENBHO peakas 001e3Hb ¢ HEOOIBIINM YHUCIOM
nanuenToB. CO0p NaHHBIX BHYTPH OTIEIBHOTO YUPEKICHHUS
OTpaHWYMBACT YPOBEHb BO3MOXHBIX KIMHUYECKHX H
TPaHCISIHOHHBIX HCCIIeOBaHUI, HE MTOKa3bIBAET
3HAYUTEIBHON reorpagpudeckoit BapuabeIbHOCTH
pesynbratoB [83]. [losToMy BaKHO, YTOOBI M KpYIMHBIE, H
Mmansle neHTpsl CF mpencTaBnsnan JaHHBIE, HE peXe OJHOTO
pasa B roi, B HallMOHAJIbHbIC W/WIH B €BPONEUCKUN peecTphl
CF, nna oecnedeHus Hamiexamero oOmupHoro cbopa
IAHHBIX. PeecTp Takke CIyXHT IOKa3aTeleM pe3yiIbTaToB B
OTHENBbHBIX  IEHTpaX, MPEeJOCTaBIsIsl  JOIOJTHHUTEIbHEIH
HHCTPYMEHT Ui O0ecledyeHuss CTaHAAapTOB IOMOIIHM H
HaJI)KAIIET0 KIMHHIECKOr0 PYKOBOICTBA.

Bpaun-cnenmanucTel  MOTYT —CYMTaTh, 4dYTO cOOp H
MpeJCTaBIeHNE TAHHBIX B HallMOHAIbHBIE PEECTPBI TpeOyeT
6GoJbIIUX 3aTpaT Tpyda U BpeMeHH. CienyeT MpHIOKHUTh BCE
ycunusi, 4ToObl HAOOpHl AAaHHBIX OTPAHUYMBAIKNCH TOJIBKO
CBEJICHUAMU C TPOTHOCTHUYECKOW IEHHOCTBIO, U UTOOBI
YeJI0OBEK MOT 3arpy3uThb JaHHBIE Yepe3 Oe30macHBIH,
MOHATHBIN uHTepdeiic. DUHAHCUCTBI JIOJKHBI
IIpeyCMOTPeTh, 4T0OBI KpynHble neHTpsl CF mMenn pecypcsr
JUTSL JOJDKHOCTH OTIepaTopa JaHHBIX MM MHOTO CIIY’KaIlero, B
0053aHHOCTH KOTOPOTO BXOJHUT MPEACTaBICHUE AAHHBIX Ha
HAallMOHAJIbHBIM  ypOBEHb. J[1  aBTOPUTETHOCTHM  TaKOM
CIy)Kallui JOJKEH MOJb30BaThbCs BHHUMAaHHEM CO CTOPOHBI
PYKOBOAALIEH CTPYKTYpBI, UTOOBI OH MOT OIIEHMBATh H
MIPEJICTABIISATh JAHHBIE HA YPOBHE «30JI0TOTO» CTAaHAAPTA.

Mexaynapogaoe coobmectBo CF HyxmaeTcss B IpUHATHH
CTAaHAApPTHOH CTPYKTypHl KoxupoBaHus. Co3maHue eauHOH
KIMHHYECKOM TEPMUHOJOTHM ¥ KJIAacCHpUKAIUKM OO0JIe3HH
yepe3 MEpPBHUYHYI0 CTPYKTYpy KOJUPOBAHHS TO3BOIMUIH OBl
KapTHpOBaTb U OOMEHMBATHCA KIMHHUYECKUMH JaHHBIMU
MEXIy peecTpaMM, a TaKke C APYrUMH 0a3aMH JaHHBIX.
Takue wu3MeHeHHss mnpuBend OBl K CO3JAaHUIO 0OIIETO
nuppPoOBOro  s3bIKA,  CIIOCOOCTBYIOIIETO  A(PPEKTHBHOMY
MEXIYyHAapOJHOMY  COTPYAHHYECTBY, U  CHHMAIOIIEMY
OCHOBHBIE 0apbephI ITEKTPOHHOH KOMMYHHUKAIIHH.

Pemenne sToro Bompoca Ha3peno, IMOCKOJIbKY HOBas 3pa
MEIUIMHCKOW MH(GOPMATHKM M 3JEKTPOHHBIX MEIUIIMHCKUX
KapT yxe mnepexn Hamu. CiyxObl 3ApaBOOXpaHEHHUS Hadald
yCIIEIIHOE pa3BEPTHIBAHHE JIEKTPOHHBIX MEAMLIUHCKUX KapT
C aBTOMAaTHYECKHM COOpOM JaHHBIX M BO3MOXHOCTBHIO BBOJA
OOJBIINX HENPEPHIBHBIX PSJOB JAaHHBIX B HAIlMOHAJIBHEIE H
MeXIyHapoaHble peecTpsl. B EBpomne Obur mpuHAT cranmapt
XML kak mnepBelii Iar K TIapMOHU3allUd JaHHBIX U3
HAIMOHAJIBHEIX  peecTpoB. [louTm Bce  HaIMOHANBHEIE
OpraHM3alllu CIEAYIOT 3TOMY HCXOJHOMY CTaHAApTy, HO
CTaHAapTHU3aLUsA 3arpy30K — 3TO JHUIIb MEPBBIM IIar; eciu
coOpaHHbIE JaHHbIE HE OTBEYAIOT HEJBYCMBICICHHBIM OOLIMM
onpeneneHusiM, To popmat XML He cMOXeT UX HUCHPaBUTH.
IToaToMy BaskHBI OOIIME OMpENENeHUs] U KOJUPOBaHKE, KaK B
HAI[MOHAJIBHBIX IIEHTPAaX, TaK W B OTICIBHBIX LEHTpax,
OTIPABIIAIONINX OTYETEL.

EBpomneiickas Komuccus pemmia HayaTh pUHAHCHPOBAHHE
EBponeiickoil m1aTHOPMEI perucTpanuu penKuX
3a0oneBaHuii, KoTopas OyAeT NpPemoCTaBIATh YCIYyTU U
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HHCTPYMEHTHI ISl OYAYIIMX pPeecTpoB peaKkux 3aboyieBaHUM,
B cooTBercTBUU ¢ Pexomennanueit CoBera mo AcHCTBUAM B
obnactu penkux 3abonesanuit (2009/C 151/02).

Takass  B3aMMOCBS3aHHOCTH  YIYYIIHT  IOJB3Y  JUIS
MalMeHTOB IpPH MHHHMMANbHBIX pacxojax, 4dYTO BaXKHO,
HNpUHKMMas BO BHUMaHHE TPYAHOE (PUHAHCOBOE MOJIOKEHUE B
3apaBooxpaHeHud. IlpuniTHe mOIPOOHO KOOUPOBAHHOM
CTPYKTYpHl peecTpa OyneT AOMOJHUTEIHHOW MONICPKKOH B
COKpAIIeHU! PACXOJ0B M IIOBBIIICHUH IPOU3BOAUTEIHHOCTH
84, 85]. Bce Takme eBpoICWcCKHEe W/HINW MEXIyHAPOIHBIC
COBOKYMHOCTH  HAaHHBIX HawIydmuM oOpasoM  OynyT
HCIOJIB30BaTh JIOKaJIbHBIH, pEeTHOHAILHBIH, H/unm
MEXIYHapOIHBIH cOOp M XpaHEHHME MAAaHHBIX, U JUI1 HHUX
cienyeT pa3paboTaTh pasyMHble cocoObl oOMeHa M IOMCKa
JaHHBIX.

PeecTprl ocraHyTCs, U1 OHM JAOJKHBI CUMTATbCA Ba)KHOM
YacThIO JICUEHU JII000H XpOHUIECKOi 60e3HN.

12. IIpo6.s1eMbl, cBSI3aHHbIE C Pa3BUTHEM
31PaBOOXPAHEHHS B CTPAHAX C HU3KHMH /10X0JaMH

Hens Pexomenpanuit ECFS no cramgmapram nomomu —
ylydllleHHe KadecTBa nomomu mnanueHtam ¢ CF m
opraHu3alysg Hauwlydllell MpakTUKM Bo Bced Espome.
Hemennennoe  BHegpeHHE — 3THX  JUPEKTUB  MOMKET
IPEJACTaBIATh TPYAHOCTH I SKOHOMHUYECKH  MEHee
pa3BUTHIX cTpaH, rae cayx6sl CF orcyrcTByroT wuiau
HenoctatouHbl. «EuroCareCF», 6-0ff mpoekT meicTBHil
EBponeiickoit Komuccun 10 KOOpAMHAIMM CTPYKTYPHI,
BBISIBHJI CYLIECTBYIOIIME ILIMPOKHE pa3IUuusi B CTaHIapTax
IIOMOIIX B CEBPONEHCKUX CTpaHaX, HIpHYEM HEKOTOpHIC
BOCTOYHO-EBPOINEHCKUE CTpaHbl MMEIU JHIIb HadajabHbIC
cinyx6pl CF, nmnu coBceM He uMmenu ux [7]. Bo3moxHO#
NPUYMHONH TaKOro IIOPA3UTENBHOTO HEPaBeHCTBAa  OBLIO
OTCYTCTBHME  HaJJexkallero (pUHAHCHPOBAHMSA, HEXBaTKa
MepCcoHaia U €ro HEMOArOTOBIEHHOCTh, & TAKXKE OTCYTCTBHE
MOJUTHYECKUX MTPUOPUTETOB.

Texyumee nosoxenue B BocTtouHoit EBpone ouneHuBanoch
110 OTBETaM Ha AaHKETy, pa30CIaHHYyl0 B OOJBIIMHCTBO
BocTO4HO-eBponeiickux crpan  Komurerom ECFS mo
cTaHJapTaM IoMoly. belia nocraBieHa Leiab OLCHUTD:

® MuHHMAaNbHOE YHCIO MAl[HEHTOB, MOCEUAIOIUX LEHTPHI
CF B Boctounoii Espore,

* HanuonanpHoe npusHanue cet 1eHTpoB CF,

® Cocras rpynn nomomu unpu CF, u coTpyaHuuectso
MEKIY NeJUaTPUUECKUMHU U B3POCIBIMU HEHTPAMHU.

Ha xaxnpiii Bompoc OTBeYalu Ha OCHOBAHUU TEKYILETO
MOJIOKEHNU B IAHHOM CTpaHe M B CBA3M CO CTaHAAapTaMu
nomoutn ECFS [4]. [ons yuactus cocraBuia 44%
(7/16: Yeuickast PecnyOnuka, Beurpus, JlarBus, I[losbiua,
Cep6us, CnoBakusi, YKpauHa).

OcHoBHbIe HaOMIONEHUS OBUIN CIeXyIomUMH. B To Bpems
KaK 4UCJIO NanueHToB Ha Kaxabld nenTp CF ceiluac MeHblIe
50 B  HEKOTOPBIX  BOCTOYHO-CBPOIEHCKUX  CTpaHax,
TpeboBaHME MUHUMAJIBHOTO Yncyia 50 MpU3HAIH JOCTHRKUMOH
nensto. llentpanu3oBannas mnomomb npu CF  Obina
HoJiiep>kaHa rocy1apCTBEHHBIMU OpPraHaMM TOJBKO B TPEX U3
CeMH BOCTOYHO-eBpoOIeickux crpaH. [lexuaTp/mysibMOHOIIOT,
¢usnorepaneBr u cneunanuct no yxoxy npu CF (CF
CHenHnaIncT-Mea0paT/MeacecTpa) OBUTH MIPU3HAHBI
HeoOXOOMMBIMH WiIeHaMHu rpynmnsl. Bo muormx menrpax CF
HEeT TMOJIHOM cTaBku crnenuanucra no yxoxay mpu CF,
QUETONIoTa,  MHUKpPOOHWONIOra, ICHXO0JIOTa,  COIHAIBEHOTO
pabotHuka wnm  cekperaps. COTpyAHMYECTBO  MEXIY
NeANaTPUIECKUMH IIEHTPAMU U LEHTPaMHU MOMOIIH B3POCIBIM
He OBIIO YCTaHOBIJIEHO B JIByX CTpaHaX U3 BCEX, OTBETHBIINX
Ha aHKeTY.

HacrositenbHO HE0OX0quMO, 4YTOOBI BCE EBpOICHCKHE
CTpPaHBl CTPEMIUINCh K BHEIPEHHIO JIydlled NpaKTHKH

corinacHo pexoMmenganusM ECFS. B HexkoTOpbIX cTpaHax ¢
HU3KUMH JIOXOJaMH, TJe HET OPraHM30BaHHOW CIYXOBI M IO
cyTH, He cymecTByeT rpynn nomouy npu CF, mepBoHavgansHO
MOKeT mnoTpeboBaThcs MOCTEeNEeHHBIH moaxon. K mpumepy,
HUCXOAHOE KOMIICKTOBAHHE MEAMLIUHCKUM, CpPEIHUM H
(bu3noTEpaNneBTUIECKUM MEePCOHAIOM MOXKET CTaTh
1enecooOpa3HbIM  HauaJdbHBIM  BIOXKEHMEM Ha  IyTH
opraHu3anuy ciIyxObl, oTBevaromei BceM crannapram ECFS.
HeBo3MOXHO pmanbiie MHPHUTBCS C TAaKHMH IeYaIbHBIMH
BapHanMsIMu BeDKHBaeMocTu nanueHToB ¢ CF B eBpomeiicknx
CTpaHax, U HYXXHO IPHJIOXKHUTH BCE YCHIHS IS 0OecledeHus
KayecTBa M BEICOKOTO YPOBHS IOMOIIH.

ITomours nmpu CF B cTpaHax ¢ HU3KMMH JOXOJaMH JOJDKHA
OBITh I[EHTPAJIN30BaHA B XOPOIIO OPTraHU30BAHHBIX LEHTpax
CF, rme MOXHO TapaHTUPOBAaTh MJOCTATOYHBIA YPOBEHBb
KOMIUIEKCHOM TOMOIIY, KakK JAeTAM, TaK U B3POCIBIM
nanueHTaM. LleHTp nomkeH oOcmyxkuBath He MeHbme 100
MAIEHTOB, XOTS MUHUMYM B 50 MOXXHO IpPH3HATH BPEMEHHO
npuemieMbM. [lo mnpuumHe (QUHAHCOBOH W KagpoBOH
HanpspkéHHOCTH B BocTounoit EBpore, coBMecTHast ToMoIIb ¢
MECTHBIMH  OOJIbHHIIAMH  —  HEXeJlaTelbHas  MOJENb
obOciayxuBaHus. Pecypcel IOJKHBI OBITH HampaBIEHBl Ha
opranuzanuio  coBpemeHHod momomu npu CF  Ha
HAI[MOHAIBHOM ypPOBHE, MyTEM pa3BUTHUA CHEIHAIbHBIX
neHTpos CF mpu kpynHBEIX G0JIBHHUIIAX, a TIe BO3MOXHO — Ha
YpOBHE YHUBEPCUTCTCKUX OONBHUI. MUHUMAaIbHBIE KaAPOBBIE
notrpedHOCTH I cnennanbHoi rpynnsl CF Bkiodaror Bpaua
U CHEUHATHNCTA 0 yXOoy - (110 OJHOMY JUIS JeTeH U B3POCIBIX
B IEHTpPaxX, KOTOpHIE OOCIYXHBAalOT BCE BO3PACTH), H
crnenuanucta-pusuorepanesra CF. ILlens  manpHeliniero
pasBuTus — Opurajga, BKJIIOYAOMAs  MHKPOOHOJIOTA,
JIUETOoJ0ra,  MCHXO0JIora,  COIHMAIbHOrO  pabOTHUKA |
MEIMIUHCKOTO TeHeTHKa. B To ke BpeMs OTCyTCTBHE 3THX
CHEIMANNCTOB HE JOJDKHO 3aJepXKHUBaTh OpraHU3aIUH
pervonansHbIXx IeHTpoB CF. DTH pomm MOryT BpeMeHHO
BHINIOJIHATE ~ CIICIUAINACTHI-KOHCYIBTAHTHl W3  OOJBHHIIEL,
KOTOPBIX MOXHO pmomycTuTh B ciyxk0Oy CF, xors onm He
3auncneHsl B Opurany CF u mostoMy He MOTYT, K MpUMEDY,
y4acTBOBATh B PETYISAPHBIX coBemanusax opuraast CF.

13. IlepcnexkTuBbl eBponeiickux accouuanuii CF

13.1. Qyukyua u  porb  HAYUOHANLHLIX  OP2AHU3AYUIL
nayuenmoe ¢ CF ¢ Espone

B OonpmmHCTBE €BpONEHCKUX CTpPaH €CTh COOCTBEHHEIE
opranm3zanuu nanuentoB ¢ CF. OHu BapbupyloT 1o pazMepam
U METOJOJIOTHH, HO OJHO y HHX o0Imee: oHH OoproTcs 3a
nHTepechl monei, 6ompHEIX CF, B3ATHIE B caMOM LIMPOKOM
cMmeiciie. OHM paboTaroT BMecTe ¢ JOOPOBOJBLIAMHU, KOTOPHIE
yacto ObiBatoT cBenymumu B CF, xoTrs Moryr u He OBIThH
Bpauamu. B EBpome opraHusanuu NalMEeHTOB pPa3BUBAIOT
COOCTBEHHYIO IOMAIIHIOI KBAaNM(UKAIWI0O M HAHUMAIOT
po¢eCCHOHANIOB, K IPUMepy, B 00IacTH KadecTBa ITOMOIIH,
HAy4YHBIX HCCIIEJJOBaHMN, KOMMYHHKanuu, cOopa CpeICTB,
obecnieueHus nHpopManuei, IOPUINIECKIX "
ncuxonornyeckux  acmekroB CF.  DOrtu  opranusanuu
HaMpaBICHBI HAa MOJAEPKKY MAllMEHTOB U UX POAMTENEH, Kak
WHAMBUIYaldbHYIO, TaK M KOJJIEKTUBHYIO, 1 Ha ONpeAcicHHE
HampaBICHUHA HCClenoBaHUA, (UHAHCHUPOBAHUE HAYKH H
MIpPOBEpKy KadecTBa nmomomu. OHH TECHO COTPYJHHYAIOT BO
BHEJPEHUN W TNOJAEPKAaHUH TUPEKTUB IO IHATHOCTHKE H
neqyenuto CF.

Hamuonansnas opranmsanus CF MoeT HrpaTh BaKHYIO
posnbp B HanuoHanbHOM peectpe CF. MHorme opraHuzauuu
MOMOTAIN OCHOBAaHUIO 3THX PEECTPOB U  MPOJOJIKAIOT
MoANEepKUBAaTh U (UHAHCUpOBaTH MX. B psage crpan
opranuszauuun CF urparmoT pons B cO3JaHMM M OpraHU3alUH
HAay4YHBIX CeTeH M mporpaMM IO YIYYIICHHIO KadecTBa
nomouty nanuentam ¢ CF.

COop cpeacTB — BakHAs IPEANOCHUIKA, JArOIIast
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OpraHu3anusiM  BO3MOXKHOCTb  YCIEIIHOTO  JIOCTHXKEHHUS
yKa3aHHbBIX  Iejed. 3a  TNocleHHEe  HECKOJbKO  JIeT
opranuzanuun CF B Takmx cTpaHax Kak BemukoOpuranus,
T'epmanus, benbrus, ®panuus, Wramusa, u Hunepnanast
WHBECTUPOBAJIN MUJUIMOHBI €BPO B Hay4yHbIE HCCIIECIOBaHUS U
B KadyecTBO momolu. B pe3ynbraTre, OHM BHECIM BaXKHBII
BKJIaJ B TMPOrpecc, MAOCTHTHYTBIH BO MHOTHX O00JIaCTsIX
nomouty npu CF.

YyacTre NaneHToB — BaXKHAst 4acTh pabOThI, MPOBOIUMOM
OpraHu3alMsIMU IalUeHTOB, MOCKOJIbKY 3TO MU €CTh TOYKa
3peHUs] IMalUeHTOB, KOTOPYI0O MOTYT M JIOJDKHBI BbIpa)KaTh
HanoHanbHble opranuzanuu CF.

13.2. Hayuonanvuvie opeanusayuu CF

Hanunonansusie opranmsanuun CF HecyT OTBETCTBEHHOCTH
3a mpepocTaBlicHue HHQOpMaIK. DTH MaTepuaibl, KOTOPBIC
npenocrapisitoress manuentam ¢ CF w ux  poxamresim/
MMOMCYUTEISIM, 9acTO Pa3padaThIBAIOTCA B COTPYAHHYECTBE C
uentpamu CF u oxBarbhiBalioT Bce acnekTsl xu3Hu c¢ CF:
IuarHos, jedeHue, pa3sutue ¢ CF, Bocniutanue pe6énka c CF,
nocemenue wmkoasl ¢ CF, moctpoenne xusuu c¢ CF.
Haunonansusie rpynnsl CF  DOMKHBI  COTpYAHHMYATH C
nentpamu CF B opraHmszanuu moMoImmM — 3Ta KOOIEpalus
MOXET pa3liM4aThCs MO CBOCH HHQPACTPYKTYpe B pPa3HBIX
crpanax. OQHAKO BO BCEX CIy4asX MPECTAaBUTEIH LIEHTPOB
IOJDKHBI  TIPHCYTCTBOBaTh B MEIUIIMHCKHAX OKCIIEPTHBIX
KOMHCCHSX U HAyYHBIX COBETaX.

Opramm3anuu CF  JOKHBI OpraHW30BBIBATH COOpaHHUS
poauTeneil, a TakKe caMUX HAIMEHTOB — C HMCIOJIb30BAaHUEM
WHPOPMALMOHHBIX  TEXHOJIOTHH,  YCTPaHSIOMIMX  PHUCK
nepekpécTHBIX MHGQEeKnuil. DIeKTpoHHas I[OMOIb HMeEeT
MHOTHE IOCTOMHCTBA M B HACTOsIIee BpeMs HCCIENyeTcs U
pa3BUBaETCS.

Opranmzauuun CF  —  ecTecTBeHHble  OpraHbl IS
MPEICTABUTEBCTBA M 3AIUTHl MHTEPECOB MAlMCHTOB M HX
poauTeneii/moneunTeneii, K OpUMEpy, B  IMOJIJEPKKE
JOCTYITHOCTH HOBBIX JIEKapcTB, OOECHEYEeHHH OIJIaThl
BO3MEIIEHUS 3a JIEKapCTBAa M JOCTYN K IOMOIIM BBICOKOTO
KauecTBa. B asTtom otHomenun opranmzanud CF momkHbI
1060MpOBaTh M OKa3bIBaTh AABJICHHE HA BIACTh, TOCYAapCTBO
" CTpaxoBbIe KOMIIaHUH. Onu TaKxKe JIOJDKHBI
OpraHU30BBIBATH KOHTPECCHI, CHMIIO3HUYMBI, W MpOYHE
coOpanusi (B COTPYOHHYECTBE WJIM IMOJ PYKOBOJICTBOM
OpraHU3alui 3PaBOOXPAHCHMs), Ha KOTOPBIX OOCYXKITArOTCS
crenuanbHble (HayuHble) acniekTol CF.

Opranamzanuu  nauueHtoB ¢ CF  He  sBasiorcs
MEAULUHCKUMH, XOTSI ¥ PUOOpeTH GOJIBLION OMBIT B TECHOM
corpyauunuectBe ¢ nentpamu CF. Baxno, 4ToOBI LEHTp u
opraHuzanus OOMEHHUBAaNUCh HH(MOpMANMEH Ha peryIIpHOI
OCHOBE, o0Jiervasi mpeaynpexAAF0IMUN MOAX0I K paspaboTkam
B MEIUITUHCKOMH MPOMBIIIIICHHOCTH " HayYHBIX
HCCIeNOBaHMIX. Takoe COTPYAHHYECTBO IMOMOKET YIYYIIUTh
oOlIeHue ¢ MalMeHTaMy, 00JerYUT UX BKJIIOUCHUE B HAay4HbIE
HCCIICOBAaHUSI M YCKOPUT  pelieHHe  mnpobiieM  Ha
HAIlMOHAJIILHOM ypOBHE.

13.3. Eeponeiickue opeanuzayuu CF

EBpomneiickue opranmsanuu nanueHToB ¢ CF oO6beauHeHs!
B eBpormeiickoe obmectBo — CF Espoma (CFE). Baxnocts
corpyanuyectBa B EBpome pactér, 0COOCHHO B OTHOLICHHU
JOCTyla K TIIOMOIIM, KOTOpas HE BO BCEX €BpONMEHCKHX
CTpaHaX OAMHAKOBA, MJIU JaXXe OTCYTCTBYeT. B pesymbTare,
HOCTOSHHO ~ pacIIMpsAeTcs COTPYIHHYECTBO B 00JIaCTH
UCclieI0BaHuil, (UHAHCUPOBAaHUS HCCICIOBaHMUH u cbOopa
CPEJICTB.

EBpomneiickoe cOTpyIHUYECTBO JOJKHO IPHUBECTH K TOMY,
9TOOBl OPraHM3alUU TeX CTPaH, B KOTOpHIX momoms npu CF
y)Ke JIOCTHIJIa BBICOKOTO YpOBHS, B3sSUIM Ha ce0s
OTBETCTBEHHOCTh 3a MPEAJ0XKEHHE CBOEro OIbITa TEM

CTpaHaM, B KOTOPBIX aJeKBaTHAsI IIOMOIIb, JOCTYI K ITOMOIIH
u ynoOcTtBo oOecredyeHHs JIEKapCTBAMH €IIE¢ HE CTald
BCEOOBEMITIOIIMMHU. OTO JOJDKHO MPOUCXOIUTH B TECHOM
corpyauuuectse ¢ uneHrpamu CF. CorpynuHudectBo B CF
EBpona yxe cnoco6cTBoBajio0 3¢ pekTuBHOMY J1000HPOBAHUIO
Ha eBPOIEIICKOM ypOBHE B OTHOLIEHHM TaKUX MPEIMETOB, KaK
JIOHOPCTBO OPraHoOB, MAOCTYMHOCTb, KauecTBO U ILIEHOBasd
MOJIUTHKA B 3APAaBOOXPAHEHUU.

Jpyroif ypoBEeHb €BpPONEHCKOTO COTPYIHHUYECTBA —
napTHEPCTBO ¢ OOBEAMHEHHEM €BPONEHCKUX OpraHU3aIui
noxnepxkn nanuentos (Eurordis), xoropoe mpexncraBiser
OOJIBPIIMHCTBO HAIIMOHAJIBHBIX M PErHOHAIBHBIX OpraHU3aINH
no pexakuMm 3aboneBanusm (Bkitodas CF). IlaptaépcTBo
MOXeET KacaTbCs, Hamp., HOCTPOEHHS HHPOPMALMOHHON
cpeipl, JOCTyna K MOMOIIM, MOJUTUKH BO3MELICHHUS
pacxomoB, pa3pabOTKH €BPOIEHCKUX ITHUPEKTUB IO cOopy
CPEeICTB Ui LEHTPOB, BHEAPCHHS PEAKUX MEIHIMHCKUX
MPOAYKTOB B NPAKTHKY, a TaKXe IOATOTOBUTEIHHBIX KYpPCOB
10 Pa3TMYHBIM acIIeKTaM 3alIUTHI IIPaB ITAUCHTOB.

Opranuszanuu nanueHToB CF  pacmupsioT COBMECTHYIO
pabory ¢ ECFS, x nmpumepy, y4acTBYs B HCIIOJHHTEIbHBIX
komuterax Peructpa manuentoB EFCS un Cetu xnuHHMYECKHX
ucneitaunii  EFCS.  Tlocnennsas mosydaer (UHAHCOBYIO
MOJJEPKKY OT psa OpraHu3aluid NanueHToB. B HenaBHee
BpeMsI MallMEeHTHl U POJUTENH, Yepe3 OpTaHU3aIUH TallHeHTOB
CF, cramm mmpe BOBIEKaThCSI B OLEHKY IPOTOKOJIOB
uccnenopanus B Ceru knuHudeckux ucnsitanuii ECFS.
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