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B ITOAKpPCIIA Ha IMAIJUCHTHUTC C PCAKH, CA&GO PAasnpPOCTPAHCHHU U CAOKHH SQGOAHB“IHPUI

EC nogkpena naumeHTuTe C peakum
3abonABaHMA, 3a Aa MM oCurypm
NnomoLl, Hagexaa v no-ceeTo bbvaeLle

Sandra Gallina

leHepaneH dupekmop Ha [[] ,30paseona3saHe u bezonacHocm Ha xpaHume*

KaTto uano bpoaT Ha peakvTe 3abonaeaHnA e
OrpoMeH — Te ce oueHaBaT Ha 3,5 % — 59
% OT CBETOBHOTO HaceseHve, a camo B EC o
36 MWMOHA OyLWM MBEAT C edHo OT Hag
6000-Te  pasmuHn  peaku  3abonABaHKA.
Bcako egHo psako 3abonseaHe obade e
cnabo pasnpocTpaHeHo. OnpeneneHveTo 3a
psaKo 3abonaeaHe B EC e 3abonaBaHe, KOETO
3acAra no-mMasnko ot 5 Ha 10 000 gywm.

Hasmumeto Ha pAaaxo 3abonAaBaHe Moxwe da
03Ha4aBa, 4Ye wmMaTe 3abosdBaHe, Koeto
Bawmar  nekap  ww Opyr  34paseH
CMeLManmMcT He MosKe fda ycTaHoBW. Tosa
MOMe [a O3HayaBa, Ye CUMMTOMMTE BK ca
MOrPeLlHO AMarHOCTULMPaHM — MoHAKora B
MPOAb/MMKEeHMe Ha  TogMHM —  [0oKaTo
CTpagate v HabmogasaTe BrolWABaHe Ha
CbCTOAHMETO W, HanmumeTo Ha  psaaKo
3abofABaHe YecTo O3HaYaBa 4a He 3HaeTe
KaKBO He e Haped C Bac WM Kakso [Jda
HanpaBuTe, 3a da obnekunTe Oonkata M
amckomdopTa cn. Moske [a ce dyBcTate
006e3CHpHUeHM M CaMoTHW. Mowe na cre
3arybunm Hageraa.

EC nogpena nauveHtMTe C  peaxu
3a60/1ABaHMA 1 HOCW AoBaBeHa CTOMHOCT 3a
EC upe3 obeauHABaHE Ha HalLMTE Pecypcu,
CNoAeNAHe Ha 3HaHVA 1 CbBMeCTHa paboTa.

MbPBO, MCKaMe Aa NOMOrHeM Ha NauveHTUTe
[a rony4art TouHaTa aMarHo3a, OT KoATo ce
Hyxoaat. Cneg ToBa Aa WM OCUMypUM
NIEYEHME N TPUMKW, KOMTO LLe HaManAaT
AMcKkoMpopTa W LU VM MOMOMHAT Aa HUBesT
Bb3MOXKHO HaW-MbHOLEHHO. W Harpas,
Mckame Aa pabotM 3aeaHo, 3a Aa HaMepM
neKk Ha bonectute. B MomeHTa 3a 95 % ot
pegkite  3abonABaHMA  HAMA  M3BECTHO
nedeHve. Ype3 pelumtenHu genctema Ha EC,
KaTo  HanpvMep  MpepasriexaaHe  Ha
$apMaLeBTUHHOTO  3aKOHOAATENCTBO, Hue
npegnaraMe Ha nauveHTuTe C  peaku
3abonsBanma no-gobpo 6baellle.

EBponeNckata KommcnAa MOoAKpenv peguua
fencteuAa B obnactta Ha 06LLEeCcTBEHOTO
30paBe M CUCTeEMUTE 3a 34paBeonasBaHe, 3a
[a NOMOrHe Ha [ObpraBuUTe 4ieHKn aa
paspaboTAT HaUMOHANHMA OTBETHU  MEpKM,
cTpatermn 1 nnaHose. Cped TAX C@ MHOMO
YCreLH1Te eBPOMenckn pedepeHTHY MpeMm
(EPM), cb3magerm npes 2017 r. c uen
obeauHsBaHe Ha 3HaHMA W pecypcv 3a
CrpaBsAHe C peaKu M CNoXKHM 3abonasaHus,
BK/IIOUMTENIHO B MeaMLMHCKM 0bnactv, B
KOUTO ~ eKCMepTHUAT  OMT €  PAQKOCT.
EBponeickata KommcniA  mMMalle  KroYoBa
pO/iA 3a Cb34aBaHETO Ha pamKaTa 3a EPM,
KaTo MpeaocTaBm be3sbaMe3aHM CpeacTBa B
rnoaKpena Ha MpesunTe, KoopauHaTopuTe U
TEXHMYECKNTE CbOpbMKeHWA 3a paboTa B
Mpea.

EPM ca BupTya/iHM  Mpewu, CBbp3BaLLm
0OCTaBYMLM  Ha  3ApaBHO  obcny»KBaHe,
CNeUMa/MCT 1 MAUMEHTCKM OpraHM3aumn B
uenmwa EC v Hopserva. Mpov3tvyalmte ot
[vipexkTviBaTta Ha EC OTHOCHO
TpaHCrpaHU4HOTO 3ApaBHO 0bcy»<BaHe EPM
npeactaBnABaT  edHo 0T Han-ronemuTte
MocTWKeHMA Ha 0bLHOCTTa Ha  peaxuTe
3abonsBaHmA B EBponma u  BAbXHOBABAT
nencTBmA B ceBeToBeH Malab bnarogapeHme
Ha yowmATa Ha O0CTaBYMLMTE Ha 34paBHO
obcnyxKBaHe, opraHM3aLMmMTe Ha MnauveHTH,
EBponeickata KomMmcvA WM ObpraBuTe —
uneHkn Ha EC.

H1koA abprkaBa He pasnonara € no3HaHWA m
Bb3MOXHOCTM  CaMOCTOATENHO  Aa  JiekyBa
BCVMYKM  peaKM U CI0HM  3ab0onABaHMA.
bnarogaperve Ha EPM maumeHtute B Lenvs
EC wmar goctbn Ao Han-gobpus HammdeH
eKCnepTeH  OMMT.  Ype3  Te3n  Mpexu
eKcnepTUTe 4ocTurat Ao nauveHTuTe, 6e3 Aa
e HeobxoamMMo Te Aa MbTyBaT [0 eKcnepTy,
KOMTO MOMe J[da cCa Jdaned oT  TaAX.
EBpONencKVAT Chio3  OChLUeCTBABA Bpb3Ka
Mexay CTpaHuTe, KaTo yBenm4aBsa
MaKVMa/IHO  Mone3HuTe  B3avMOoAenCTBMA
Mexway AObpHasuTe 4WieHKM U Hacbp4asa
0bMeHa Ha 3HaHWA 1 pecypcu.



MoHacToAwem cbllectByBatr 24 EPM  3a
PeOKN W CIOMHM 3abonaBaHus, Cb3aadeHn
Ype3 MapTHEOPCTBA MEXAy PbKoBOAUTENMTE
Ha 30paBHUTE CUCTEMM, 3aCTBIHMLMTE Ha
nauveHTMTe 1 BOAeWMTe opraHv3auvm B
06nacTTa Ha KMMHMYHUTe n3cneaBaHuA. Cera
V3rpaaeHnTe M HambHO  QYyHKUMOHVPpALLM
MpEXM Mpogb/KaBaT [da Hampeagar W
eKCMepyMeHTVpaT  C  HOBM  HauwHM  3a
TPaHCrPaHNYHO CbTPYaAHUHECTBO.

Cneg wect roavHM  ColuecTByBaHe EPM
MoHacToAeM ca B Mpouec Ha oOueHsABaHe.
Pesyntatute oT oueHkata We 6baat Ha
pasnonioeHre B KpaA Ha 2023 1. u uwe
roMorHaT aa ce Habenerkar OOMbAHUTENHM
HauHM 3a nopgobpsaBaHe Ha Modena Ha EPM
11 32 0bOpMAHE Ha TAXHOTO ObaetLe.

TexXHUAT WUCTMHCKM  noTeHuwan uwe 6bae
pocMrHat  egsa Korato  EPM 6bpar
KOHCOMMOMPaHM B HaWWTe  HAUMOHaHM
30paBHM C1CTeMn. Toraea Te HauCTvHA e
MoraTt fAa ocurypseat fobaBeHa CTOMHOCT 3a
EC » we wMar BB3IMOKHOCT Aa [AoHecar
Hagexaa M NoMoLL Ha MAMIOHW MaLMeHTU C
peary 3abonasanuA B Lerma EC. - ETo 3aulo
ObpaBuTe — uneHk Ha EC, Hopeervs um
YKpaiHa —obeguHMxa  yaumsaTa aa C
KommenATa 3a TpuroguwiHoO gencrsue  3a
rognoMaraHe Ha KOHCOMMAMPaHeTo Ha Tesn
MpPEeXM, CUMTaHO OT Kpas Ha 2023 r. Tosa
nencTave e nosyum duHaHaipade ot EC B
pasmep Ha oKoso 15 MumoHa eBpo.

OcBeH TOBa KommavATa uHaHMpa HOBO
rokoneHve  6e3Bb3Me3aHM  CpeacTBa B
noakpena Ha EPM c Hag 77 munoHa eBpo Mo
mMHMA Ha nporpamara EC B nogkpena Ha
3apaseTo’. C Te3n 6e3Bb3ame3aHn CcpeacTsa
ue ce ¢uHaHMpa  Cb3daBaHeTo U
DYHKUMOHMPaHETO Ha 24 Mb/HW perncTbpa
Ha MaumMeHTM C XWNAOM BIMCBAHMA W e
6bOar 0bChHAaHM CTOTULM MoBeYe Cryyam
Ha MauMeHTV B  MerayHapoaHM paboTHM
rpymv  ype3 cneumaneH WT  MHCTpyMeHT,
m3BecTeH Kato ,C1ucTteMa 3a yrpasneHve Ha
KMMHWYHA OaHH Ha nauveHTuTe”. EPM ca
KMIOYOBM YHACTHALM B CHBMPAHETO Ha AaHHM
M HAYYHOTO CHTPYAHUYECTBO B HAy4HMTE
m3cnedBaHns B obnactta Ha - pemkuTe
3abonaBaHmA.

OUHAHCMPaAHeTO  We  ocurypy  w
aKpeamMTMpaHM Kypcose 3a obydeHue Ha
BMCOKO  paBHMWE 33  34paBHUTe
cneuManMcTM M We  CNoMorHe  3a
npeaocTaBAHeTo Ha HOBM nnm
aKTya/M3MpaHi  KIMHWYHM - HAcoKM  3a
nauveHTMTe M WHCTPYMeHTM  3a
nogroMaraHe  Ha  B3eMaHeto  Ha
KIMHAYHK  pelleHnMA B noisa  Ha
naumeHTmTe.

KaTo cBbp3BaT eKkcneptM W rpynm
naumeHty, EPM cblo Taka nponpasAT
MbTA 3@ KAMHWYHM MPOYYBaHNA M TECTOBM
TepaneBTUYHM WHTEPBEHLMM, KOETO M

nocTaBA  Ha  4YeiHO  MACTO  Mpw
MHOBaumMmMTe B peguua  obnactu,
CBbp3aHM C peakuTe  3abonABaHWA.

dapMaLeBTUYHITE APYMecTBa MoMe aa
HEe Ca CKIOHHM [Jda WHBecTMpat B
paspaboTBaHeTo Ha  flekapcTea  3a
nauveHTM c pegku 3abonaeBaHuA, Tbi
KaTo NasapbT Ha Te3n nexkapctea bu un

M3KMIOUATENHO  OrpaHudeH. ETo  3auwio
KomucunAaTta npefocTasA Ha
npou3BoANTENNTE CTAMYIN aa
paspabotBaT M nyckat Ha nasapa
nexkapcTaa cvpaum 7z TOKY-LLO
npepasrieaa CbOTBETHOTO

3aKoHo4aTeniIcTBo C uen I'IO£|,06|3F|BaHE Ha
Te3n CTUMynn.

Belue HeobxoaMMo egHo aecetTnneTve, 3a
a Moxe umgeAata 3a BogeHo oT EPM
TpaHCrpaHM4Ho CbTPYOHMYECTBO B
obnactra Ha 34paBHOTO 06CyKBaHe Npu
CNOXMHM M peaKkn  3abonABaHvA  Aa
MOKb/IHE M A& Hamepu CBOETO MACTO B
3akoHogarenctsoto Ha EC. Cnegsawmre
UeTMpPY FoOAMHA Le oTbenerar roauHmUTe
Ha KoHcomampaHe Ha EPM n TAxHOTO mo-
CMIHO WHTErpypaHe B HaUMOHANHUTE
3[paBHM cucTemMu. MoxkeM ga odakBame
epeKTMBHM genctemAa Ha EPM, 3a ga ce
nocTUrHe MpoMAHa 3@  NauveHTuTe,
mBeewm C  pedks  3abonABaHMA, M
TEXHUTE CeMelcTBa, da Ce yBeanum
M3MON3BaAHETO Ha perncTpute u ga ce
pasnpoCTPaHAT 3HaHWATA 3a peakuTe
3abonaBaHWA cpef No-MpoKa nybnmKa.

Sandra Gallina
leHepaneH dupexkmop Ha [
,30paseona3saHe u be3onacHocm

Ha xpaHume*

HapactBa HeobxogumocTTa 0T 3acuneHa
eBporelicka KoopAavHauma B obnactta Ha
3[paBeornasBaHeTo, a 3a[40B0/IABAHETO Ha
TOBA HapacTBallO *enaHve e B ocHoBarta
Ha npeanoeHneto Ha HomucnATa 3a
M3rparkgaHe  Ha  cwneH  EBponencku
30paBeH Cblo3.

B cnegBawmA ertan oT pasBUTMETO Ha
MpEUTE TO3WM CTPEMEX KbM M0-406pn
pe3ynTatm 3a naumeHTuTe W Mo-TACHO
TPaHCrpaHniHo CbTPYAHNYECTBO B
obnacTta Ha 34paBeonasBaHeTo Credsa
[a Ce “3no0/13Ba Mb/IHOLEHHO, 3@ Aa MOoXe
[0 2030 r. noTeHUMansT Ha ccTeMara Ha
EPM pa ce peawmsvpa B MbaHOTA.

HuBOTHT € pAaKo 3abonsBaHe He Tpsbea
[a 03HayaBa [a Ce MBee B HecMrypHocT
rMo OTHOWEHWe Ha [OMarHo3a, TPUKKM U
NeYeHne, HUTO MbK O3Ha4yaea pAda ce
CrpaesMe camu,
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KOHTeKCT

Bcsko 3abonasaHe, Koemo 3acs2a no-masako om nem Ha 10 000 dywu 8 EC, ce cvuma
3a pAdko. lNose4ve om 6000 pedku 3abonasaHus 3acA2am uusoma Ha 0o 36 MUIUOHA

dywu 8 EC.

CaMo B 06/1acTTa Ha OHKOMOMWATa HanpuMep
1Ma noutv 300 pasnnuHK peaKm BIAoBe paK
1 BCAKA roAmMHa Hag, MosIoBUH MUIMOH AyLun
B EBpona 6mBaT AvarHocTvumMpann ¢ eanH
oT TAX.

MHoro oT XxopaTa, 3acerHat 0T pPeaKn 1
CNOXHM 3a601ABaHWA, HAMAT AOCTBMN 40
AnarHoCTMKa 1 BUCOKOKaYeCcTBeHo fieveHne.
EKCnepTHUAT onnT 1 cneuvanv3vpaHnTe
MO3HaHWA MOXKe [a ca HeoCTaTbuHN, Thi
KaTto 6DOF|T Ha nauveHT1Te e MaibkK.

EC n HaumoHanHuTe npasmTencTea ce
aHraxmpaT Aa nogobpaT pa3no3HaBaHeTo
M NeYeHMeTo Ha Tesn peakn M CAOXKHMN
CbCTOAHMA 4Ype3 3acumnBaHe Ha
CbTPYAHMYECTBOTO M KoopAauHaumaTa
Ha eBpPOMenCcKo paBHuLLe 1 nogkpena
Ha HauMOHaNHWTEe NAaHoBe 3a peaku
3abonsABaHmA.

[vipektueata ot 2011 r. 0THOCHO Npasarta
Ha NaUMeHTUTe NpY TPAHCrPaHUYHO 34paBHO
0bcnyBaHe He camMo AaBa Bb3MOMKHOCT Ha
nauueHTuTe aa nonyyar Bb3CTaHOBABaHE
Ha pasxoguTe 3a fledeHre B Apyra Abpasa
— yneHka Ha EC, Ho v ynecHABa gocTbna
Ha naumeHTuTe A0 MHbOpMaumA 3a
34paBHOTO 0BC/YKBaHE M N0 TO3W HAYMH
yBENM4YaBa Bb3MOKHOCTUTE M 3a leYeHue.

[vpeKTvBaTa Bne3e B cua B AbpaBuTe
— uneHku Ha EC, npe3 2013 . 1 c Hes baxa
MOSIOMEHM OCHOBWTE Ha TPAHCrPaHUYHOTO
CbTPyAHMYEeCTBO B 06/1aCTV KaTo pegk1Te
3abonaBaHuA, EPM 1 eneKkTpoHHOTO
34paBeonassaHe.

B TO3M KOHTEKCT, C nogKpenata Ha
3gpasHata nporpamMa Ha EC (a ot 2021 r.
HacaMm — EU4Health), npe3s 2017 .
3anoyHaxa pabota 24-Te  eBponencku
pedepeHTHM MpeXM, BrIOYBaLLM OaM30
S00  BMWCOKOCNeUVaNM3vpaHn  34pasBHu
3BeHa. OTToraea nporpamara e
rnoMorHana Ha xvnagm NaumeHT C peakm
WK CNosHM 3abonasanma 1 gHec EPM ce
paspacHaxa W BrawyBaT Hag 1600
304paBHM 3BeHa oT noyti 400 6onHULM
BbB BCMYKMTE 27 ObpHaBM — YIeHKM Ha
EC, n Hopserwus.

MoBeye oT 6000

3ABONIABAHUA, B TOBA YMuCno

300

PEOKW BUOOBE PAK, 3ACATAT

Hag 36

MUNNOHA AYWN B EC




B IIOAKPCITA Ha ITALTUCHTHUTC C PCAKH, CAaGO PasnpoOCTPpaHCHU U CAOJKHH 32160A}IB21HHH

KakBo npeagctaBnABaT s:z
eBpOnencKkmTe pepepeHTHN MpPerKn?

Esponetickume pegepeHmHu Mpexcu (EPM) ca supmyasnHu Mpexcu, Koumo c8bp38am docmasyuyu
Ha 30pasHo obcryxwcsaHe, 30pasHU cneyuasaucmu u nayueHmu 8 EC u Hopsezaus. Llenma um e da
ce cnpasAam ¢ npobsieMu, CBbP3aHU CbC C/IONCHU UU pedKu 3ab01a8aHUA U CbCMOAHUSA, KOUMo

u3sucKksam sucoKocneyuasau3upaHo sieydeHue U o0beduHsABaHe Ha NO3HAHUA U pecypcu.

HWKoA abprkaBa He pa3nonara C No3HaHWA
1 BB3MOXHOCTM CaMOCTOATESHO a f1eKyBa
BCWYKM pedku 1 cnabo pasnpocTpaHeHn
cnoHu 3abonasaHma. EPM pgasart
Bb3MOXHOCT Ha MaUMEHTUTE 1 NekapuTe B
uenvs EC ga vMat gocTsn 4o Han-gobpute
EKCMepTHM No3HaHWA N HaBpeMeHeH 0bMeH
Ha *MBOTOCMACABALLM 3HaHWA, 6e3 aa e
HeobxoaMMo Aa ce MbTyBa 40 Apyra Abprasa.
MpexuTe ynecHABaT CNoAenAaHeTo Ha Ham-
HOBUTE 3HaHWA 1 ONMT B 061aCTTa Ha peakuTe
3abonsasanma B EC € YneHyBawmTe B TAX
60MHMUK, M3CNedoBaTeNM 1 FPYMW MALMEHTW.

3a Aa ce Hanpaew nperne Ha AvarHosarta
M NevyeHMeTOo Ha AajeH nauueHT,
KoopavHatopuTe Ha EPM cBukBar
LBUpTyaneH" KOHCUAMYM OT MeaNLMHCKM
CNeunanncTi B pasnmyHn gUCUMNANHA,
KaTo M3Mos3BaT cneunanHa MT nnatdopma
— cucTeMa 3a ynpaBfieHne Ha KAMHUYHK
AaHHM Ha naumeHTute (CPMS). OuckycumnTe
ce nmpoeexgar B cuctemata CPMS, koeTto
no3B0/1ABa Ha 40CTaBYMLMTE HA 34PaBHO
obcnysBaHe oT uenma EC aa pabotat
3aeH0 OHMaMH, 3a Aa 0bChbKaaT, MoCcTaBAT
OMarHo3M 1 NeKyBaT naLmeHTV C peakw, cnabo
PAa3NPOCTPaHeHM M CNOXKHM 3aboABaHMA.
EPM cbLU0 Taka KoopanHMpaT u ynecHAsaT
0bpazoBatesHMTe 1 0byuMTeNHUTE AMHOCTY,
pa3paboTBaT HACOKM 3a KMHMYHA NPaKTUKa
1 OPYrv MHCTPYMEHTM 3a nogaromMaraHe Ha

KIMHUYHWTE peLleHns, paboTAT CbBMECTHO
3a Cb3[aBaHe W pasnpocTpaHeHue Ha
MO3HaHWA Ype3 KOMYHUKALWMOHHN AeMHOCTU
1 ca QOKYCHM TOYKM 32 HaY4YHW M3C1eaBaHuA
1 MHoBaLwWKM B obnactTa Ha pedkumTe 1 cnabo
Pa3npoCTpaHeHnTe CI0KHM 3a60ABaHMA.
OcseH TOBa EPM nmormbnear perncrpure Ha
EC C BMCOKOKAYECTBEHN AaHHM OT MaLMeHTH C
peaKu 3ab0/ABaHNA, KaTo Cb3AaBaT YHVKAIEH,
W3KMOUMTENHO LIeHEH M3TOYHMK Ha AaHHM 3a
HacbpyaBaHe Ha Hay4yHWTe M3CNe[BaHuA v
paspaboTBaHe Ha C/1e4BaLlo MoKoNeHWe
NEYEHVA Ha peaKu U CIIOXHW 3abonABaHUA.

EPM 6saxa craptmpanu npe3 mapt 2017 r.
MoHacToAweM mMa 24 EPM, BKnouBawm
Hapg 1600 BUCOKOCMeLuanmsnpaHm
30paBHM 3BeHa OT noutv 400 60aHMUM
BbB BCMYKM ObprKaBuM — unieHKM Ha EC,
noc Hopeerusa. Te paboTAT B peauua
TeMatuuHM - obpactm — 0T pedku
3a601ABaHMA Ha KOCTUTE M paKk Npu deuata
00 pedks CbAoBWM 3abonABaHMA — Kato
nognomarat  xunagm  naumeHtn ot EC

cTpajauy o7 pearkn WM CI0MHK
3abonABaHmA.
MHvumatveata  3a EPM nosyyasa

rnogxkpena OT HAKOMKO Mporpamy  3a
duHaHMpade  or  EC,  BKAKWMTENHO  OT
nporpamara ,EC B nogkpena Ha 34paseTo’,
MexaHm3mMa 3a CBbp3BaHe Ha Eepona wm
nporpama ,Xopw3oHT EBpona”“.

ObprkaBnte — yvneHkn Ha EC, puroBogAT
npoueca 3a EPM: Te oTroBapAT 3a
NpV3HaBaHeTOo Ha LIeHTPOBe Ha HaLWIOHaNHo
paBHuLLEe 1 0406pABaT 3aaBneHMATa. CoeeT
Ha ObprKaBuTe uneHku (COY) oTroBapa 3a
paspaboTBaHeTo Ha cTpaTtervaTa Ha EC 3a
EPM 1 ogobpsaBa Cb34aBaHETO Ha MPEMN U
BK/IIOYBAHETO HA HOBW YN1EHOBe.

24-te KoopauHaTtopu Ha EPM cu
CbTpyAHMYaT B paMKuTe Ha lMpynaTa
Ha KoopguHaTopuTte Ha EPM (ERN-CG),
KoAaTo bewe cb3gapeHa npes 2017 r.
Tasn cTpaternyecka rpyna yctaHosasa obuua
MO3ULMA MO HAKOSKO KIIIOHOBW TEXHNUHECKM U
OopraHM3aumMoHHM acneKkta Ha EPM. ERN-CG
1 COY cn cbTpyaHMYAT TACHO C pasinyHmn
paboTHM FPyrnK, BKIKOYATEHO 3a reHepypaHe
Ha 3HaHWA, MHTerpMpaHe B HaUMOHaTHWTE
34paBHN CUCTEMM, MOHUTOPWHI, MPaBHA U
ETWYHM BBMPOCK, KaKTO M CbBETM B 0bnacTTa
Ha MHOOPMALIMOHHNTE TEXHOMOMMM — KOUTO
npeacTaBAT cBouTe NpeanoreHna Ha ERN-CG
1 Ha CO4Y 3a okoH4aTenHo obCcbyaaHe u
B3eMaHe Ha peLUeHve.
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Working for patients with rare, low-prevalence and complex diseases

EPM 3a peaku KocTHM 3abonaBaHusA

(ERN BOND)

Pedkume 3a601a8aHUA HO KOCMUMe BK/04BAM HApyLUeHUs npu obpa3sysaHemo,
ModeniupaHemo, pemodenupaHemo U 0mcmpaHABaHemo Ha Kocmu, u 0egexmu npu
pe2ynamopHume NbmuLd Ha me3u npouecu. Te 800am do HUCBLK pbcm, de¢popMayuu Ha
Kocmume, 3bbHU aHomasnuu, 6osKa, ppakmypu U yBpexcoaHus, u Mo2am 0ad NOB/UAAM
Hebna2onpuAMmHO Ha HeBPOMYCKyIHamMaA GyHKUUA U xemMonoe3amd.

ERN BOND obeguHABa BCUMUKM peaKku
3abonABaHMA Ha KOCTUTE — BPOAEHW,
XPOHUYHM 1 C FEHEeTUYEH MPOM3X04, KOUTO
3acAaraT xpywana, KoctuTte 1 AeHTUHa.
MoHacToAWeM MpexaTa ce CbCcpeaoToyaBa
BbpXy HeCcbBbpLUeHaTta octeoreHesa (Ol),
X-cBbp3aHmA xunodocdatemmieH paxut (XLH)
1 axongponnasuaTta (ACH) Kato TURMYHK
npyYMepwu C orfeq Ha pasnpoCcTpaHeHNeTo
Ha 3abonABaHeTo, 3aTPyAHEHMA Npu
anarHocTukarta v ynpasneHneTo, u
HoBOMoOABABALLM ce Tepanum. B 6baetie ¢
YCTaHOBABAHETO Ha CMcTeMaTYHKM Noaxoam
ERN BOND Lie ce Hacoum KbM Mo-peakum
3abonaBaHMA.

Mpu paboTata ¢ naumeHT ERN BOND
pa3dpaboTBa MepKM 3a oTUMTaHe Ha
pe3ynTaTuTe M ONKTa Ha NALMEHTMUTE, KaKTo U
HaCoKM 3a paspaboTBaHe 1 pasnpocTpaHeH1e
Ha Ha-006pw npakTvkm. C pa3paboTeaHeTo
Ha HOBM TepanuM Mpexata MMa 3a Len aa
ocurypun 6bp3 40CTHN 40 MPoyYBaHMA 3a
3acerHaT1Te NaumeHTu.

ERN BOND gaBa Bb3MOXKHOCT 3a pa3sutue
Ha yMeHuA Ype3 NNaTdopmm 3a eNeKTPOHHO
3[paseonas3BaHe 1 TenieMeanUmHa, KakTo
1 ype3 paboTHM NoceLleHms, Kypcose 3a
0by4eHre 1 AeMHOCTM 3a pasnpocTpaHeHne
Ha nHdopmMaumA. MpexaTta nMa 3a Luen ga
Hamasnm BpemeTo 3a AuarHocTiumpaHe yYpes
No-MasiKo HenoAxoAALLM TeCToBe, M0-TOYHA
[MarHo3a 1 HOBW ¥KU3HECTIOCOBHN NeveHus.

KOOPOAUHATOP HA MPEXATA

L-p Nyka Canaxopaxu
WHcmumym no opmonedus ,Rizzoli*
bonoHsa, Umanua

4
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EPM 3a yepenHonmuess aHoMannu
n Hapywenua Ha YHI (ERN CRANIO)

ERN CRANIO ce cbcpedomo4vasa 8bpxy pedKku U C/I0XCHU YepenHoauuesu aHoManuu

U HapyweHus Ha ywume, Hoca u 2bpsaomo (YHI). Te3u cecmosaHua obxsawam
MasngopmMayuu Ha MO3bKa, Yepena U JIUUemo, BKAHYUMesIHO cneyuguyHU HapyLweHUsa
Kamo KpaHUoCUHOCMOo3a U KpaHuogayuaaHa MUKpoCcoMUA, UenHamuHa Ha ycmHama u
uenHamuHa Ha Hebuemo, opodoHMaAsHU aHoMasnuu U HapyweHus Ha YHI.

Mpearta pabotu B paznuyHm obnactu,
BK/IOYMTEIHO pa3npocTpaHeHune Ha
nHbopMauma, OLUeHKa, eNeKTPOHHO
3ApaBeonassaHe, 06ydueHne 1 0bpasoBaHme,
Ka4ecTBO Ha rpumMTe, paspaboTsaHe Ha
PErUCTPM 1 M3MEPBAHE Ha pe3ynTaTuTe.

ERN CRANIO nma 3a uen ga obeaumHn
cneunmoeunyHMA 3a gageHo 3abonsasaHe
eKCnepTeH OMnuT, 3HaHWA 1 pecypcn OT Lenva
EC/EWM, 32 fa nocTurHe 34paBHA Lenv, KOMTo
B MPOTUBEH C/Ty4an brxa buin HeMoCTUHMM
B eAHa-eaMHCTBEHA AbpKaea. Te3n 34paBHu
Liem BKYBaT

pasBUTME HA KAUHUYHUTE YMEHMUA,
yBeM4aBaHe Ha AoCTbMNa Ha naumeHTuTe
[10 BMCOKOKAYeCTBEHM EKCTepTHN P 1
npegocTasaAHe Ha no-gobpa nHoopMaLms
3a KOHKpeTHaTa AvarHo3a Ha 34paBHuTe
cneumanncTi, naunmeHTuTe, TexHuTe
ceMelcTBa 1 MLATa, Mofarally FpuMHn.

Mo To3n HaumH ERN CRANIO ce ctpemu
[a Hamanu HepaBHOMOCTaBeHoOCTTa B
34paBeonas3BaHeTo Ypes CTaHdapTM3MpaHe
Ha NPaKTUKUTE W OCUIrypABaHE Ha 40CTbM
[0 BV1COKOKAYeCTBEHN MUK, MHDOPMaLIMA
1 pecypcu 3a AoCTaBYMLMTE Ha 34PaBHO
obcnyKBaHe, NauUMeHTHTe, TexHWTe CemelicTBa
1 MMuata, nofaraty rpukp, B LAna Espona.

npo¢. A-p NpeHe MatuinceH
Erasmus University Medical Center,
Rotterdam, HudepnaHdus
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[lobaBeHa CTOMHOCT 3a

NMnagymneHTm mn cneuymnasimctu
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MauueHmume ¢ pedKu u croxcHU 3abonasaHus Mo2am da npexkapam 200uHU be3 AcHa
duaeHo3a, Koemo Moxce da bboe pa3oyaposalo u 0be3CcbpyasaLlyo NpewcusasaHe 3a
nayueHmume, mexHume cemelicmaa u auyama, noaa2auiu epuxcl. MHo2o om xopama,
wcuseeyu ¢ me3u 3ab0/198aHUSA, ca deud ¢ HapyLweHo pa3sumue, Koumo npeMuHasam npes
30pasHama cucmema, 3a 0a nosy4am dua2HO3d, Kamo NOHAKO2A NOCeLanam HAKOJIKO
cneuuasaucmu npe3 0emcmasomo cu.

EPM noBuwasat obuwecTteBeHaTta u
npodecroHanHaTa MHGOpMMpaHoCT 3a
pearuTe 60NeCTU 1 YCNOKHEHUATA Ha 4aAeH0
3abonABaHe, KOeTo yBeM4aBa BEPOATHOCTTA
3a paHHa 1 To4Ha AnarHo3a, U 3a eQeKTvBHO
NleveHve, Korato ToBa e Bb3MOMHO.

MpexunTe NnpeacTtaBnaBat N1atGopmm 3a
pa3paboTBaHe Ha Hacoku, obydeHne u
cnogenaHe Ha no3HanuAa. EPM morat ga
noanoMaraT rofieM1 KMMHNYHN NpoyYBaHnsA
C uen nosuwaeaHe Ha pasbupaHeTo 3a
3abonaBaHna 1 paspaboTBaHe Ha HOBM
NeKapcTea ypes cbbrpaHe Ha ronam Habop
0T AaHHM OT NaumeHTML.

(CTeneHTa Ha aHraxKmMpaHoCT Ha MaUMeHTUTe
€ pasnMyHa B pasiMyHMUTe MPEXn, Ho
BCMYKKM EPM rapaHTmpar, ye npeacraBuTenn
Ha NauMeHTUTe yyacTBaT HanpuMep B
pa3paboTBaHETO Ha HACOKM 3@ KMHMYHA
NPaKTVKA, KIMHUYHW M3NUTBAHMA 1 NedebHmn
MbTEKM.

EPM gaBart Bb3MOXKHOCT Ha 34paBHUTe
cneunanmcTin aa paboTtaT B Mpexka 1 aa ce
CBBbP3BAT C eKCnepTM C NoaobHM MHTepen
oT uenua EC/EWNM, koeTo HamManaea
npodecmoHanHaTa vu3onauns, npen KoaTo

ca M3npaBeHW MHOro creumanmncT no
peakun 3abonsBaHma. CucteMata ot EPM ce
0CHOBaBa Ha MHOBaLWMTE B NpeaoCcTaBAHeTo
Ha 34PaBHM FPUXKKM, KATO nognomMara
pa3zpaboTBaHeTo Ha HOBM MoAdenu 3a
FPUMM Y MPOMEHA HaYMHA Ha NeveHne Ypes
PELUeHUA U VHCTPYMEHTY 3@ e/IeKTPOHHO
3paBeonasBaHe 1 HOBATOPCKM MeANLIMHCKM
peLleHna 1 ycTporctea. EPM npeactaBnasar
MHKyDaTopK 3a pasBMTMEeTO Ha UMdpoBM
yCNyr 3a NpegocTaBaAHeTo Ha BUPTYasHM
3[PaBHY FPUKK 1 TeneMeanumMHa.

ece

EPM we nmomMorHaTt ga ce nosBuwart
MKOHOMUKTE 0T Malllaba 1 aa ce ocurypm
no-edeKTMBHO M3M0N3BaHe Ha pecypcumTe,
KOETO LLIe OKarKe MOIOKMTENTHO Bb3AencTBme
BbpXY YCTOMYMBOCTTA HA HaUMOHANHNTE
30paBHN CUCTEMWU. MpexkuTe ca HarnegHa
[EMOHCTPaUMA Ha TOBA KakBO MOXe Aa
nocTurHe convaapHocTTa B EBpona.
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EPM 3a eHOOKPWHHWM CbCTOAHUA
(Endo-ERN)

Pedkume eHOOKPUHHU CbCMOAHUSA BK/IOYBAM MBbpPoe YCKopeHd, cuiHo 3abaseHa uniu
Henpasu/iHa XopMoHasiHa deliHOCM, XOpPMOHA/IHA pe3ucmeHmHOCM, pacmexc Ha mymopu

B8 eHOOKpUHHU op2aHu usnu bosnecmu ¢ nociedcmsus 3a eHOOKpUHHama cucmema.
Enudemuonozu4Homo pa3snpedesnieHue e MHO20 NPOMeH/IUB0 U 0bxBawya c8pbxpedKu, pedKu u
cnabo pa3snpocmpaHeHu cbcmoAHuA. lNayueHmume cbe ciabo pasnpocmpaHeHo 3abonasaHe
Moz2am 0a ce Hyxdaam om BUCOKOCNeyuau3upaHuU 2puxcy om MyamuducyunIuHapeH exun,
PBKOBOOEH 0m eHOOKpPUHO/102.

12

Mperarta e Cb3aana 0cem OCHOBHM TeMaTW4HM
rPymnn, KOUTO 06XBaLLAT Lema CreKkTbp
0T BPOAEHM U NpUA0BUTHN CbCToAHMA. Te
BK/IOYBAT: HapyLeHna Ha HaabbbpeuHata
esa, HapyLweHna Npu Kanuuesarta u
dochaTHa xoMeocTasa, HapyLweHus nNpu
MOM0BOTO pasBuTMe U Npu NOMOBOTO
Cb3pABaHe, reHeTUYHW HapyLweHua Ha
r0KO3HAaTa M MHCY/IMHOBA XOMeoCTasa,
reHeTVYHN eHAOKPVIHHM TYMOPHM CUHAPOMM,
CYHOPOMM Ha pacTexa v reHeTUYHOoTOo
3aTTbCTABAHE, HapYLIEeHNA BbB GyHKUMMUTE
Ha xMnodursHaTa »aesa 1 HapyLweHrA BbB
DYHKUMMTE HA LUMTOBMAOHATA *ie3a.

KOOPAUHATOP HA MPEXXATA

npo¢. Anbepto M. MNepeiipa

Amsterdam University Medical Center,

Amsterdam, HudepnaHdous

Endo-ERN npogbnaBa Aa ce ocHoBasa Ha
paboTata Ha HAKOMKO CbLLECTBYBALLM BeYe
eBPONEencKN Mpeun, BRIIUMTETHO Te3u,
Cb3aaaeHn oT EBponenckoTo ApyrKecTBo
no eHaoKkpuHonorna (ESE) 1 EBponenckoTo
APYKeCTBO Mo AeTCKa eHA0KPMHONor1s
(ESPE), kaKkTo 1 TE31, pa3paboTeH B pamKmTe
Ha 4erHoCTUTe Mo iMHMA Ha EBponenckoTo
CbTPYAHMYECTBO B 06/1aCTTa Ha HayKkaTa u
TexHonornmte (COST).

Kato nma 3a uen aa npegocTtasm no-aobpu
OVArHOCTUYHW TPAEeKTopUK, NeyeHue,
MO-Ka4eCTBEHM MPUHKM 1 M3MEPM PE3yNTaT 3a
NaUMeHTUTe C peaK1 eHAOKPUHHN CbCTOAHMS,
Endo-ERN ynecHsBa MynTManMcUMNIMHApHOTO
M TPAHCrPaAHWYHOTO CbTPYAHMYECTBO B
061acTTa Ha KOMMIEKCHUTE FPUMKN, HayYHWUTE
n3cnenBaHus 1 obpasoBaHMeTo, Kato
CbLLUEBPEMEHHO rapaHT1Pa, Ye MHEHMeTO Ha
naumeHTHTe Ce B3eMa Nof BHUMaHue
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EPM 3a pegku 1 CNoXHW ennnencum

(EpiCARE)

Enunencusma 3acsaea Hal-mMasnako wecm munauoHa dywu 8 Espona. TpaduyuoHHo ms ce
JIeKyBa Kamo omaoesiHo 3abos1a8aHe, HO BbNpeKuU Ye Nbpsume KaUHUYHU NPoAasuU nod
¢opmMama Ha enunenmu4HU NPUNAdbUU MO2am 0a u32/1exc0am CXo0HU, enuiencusama Moice
da npou3xoxcda om 20s1aM bpoli pa3nuydHU HeBposio2u4HU emuosio2uu. M36opbm Ha neqeHue,
pe3yamamume U YA0CMHama npo2Ho3a 3asUcAm 0m moBa Kou ca emuosio2u4HUme
npu4uHu, a 6bp3ama duaaHO3a, K02amo e Bb3MOXCHO, L2pae BaXCHA POosiA.

Korato ca npaBWnNHO NpegnucaHu,
TPaAMUMOHHUTE feKkapcTea 3a fieveHue
Ha envnencua nomarat Ha 6:m3o 70 % ot
3acerHatmTe vua aa Hamat npunagbum, Ho
npy NAUMEHTUTE, CTPadalum OT pedpakTepHa
ennnencys, KIMHMYHaTa NporHo3a e nowa.
PegKkute 1 CNOXKHM enunencum n3nckeaTt
MyATUAONCUMMIMHAPHO SleYeHme 0T CaMoTo
Hayano. OT CbLUeCTBEeHO 3HaueHve ca fobpe
YCTaHOBEHMTE fiedebHn MbTeKn M TACHOTO
CbTPYAHMYECTBO C Aobpe CTPYyKTypurpaHu
HaLMOHATHX MPEXM 3a PV MpY eNMencua.

MeauumHcknTe ekmnmn Ha ERN EpiCARE
paboTAT 3a nogobpABaHe 1 yBennyaBaHe
Ha AMarHoCTMUMPAHeTO Ha NPUYUHUTE
3a pegruTe enmnencum, nogobpsasaHe Ha
PaHHOTO yCTaHOBABaHE Ha MaUMEHTM C IeYMMM
peaKn NPUUMHA 3a enmnencys, yeenmiasaHe
Ha AoCTbMa A0 Cneuvanmsvpany rpuskm,
no-HaTaTbLLUHO pa3paboTBaHe 1 NpoeKTMpaHe
Ha MHOBATMBHM KMHUYHM U3MUTBAHNA Ha
HOBW NeKapcTBa 3a SieveHre Ha envnencua
upe3 EBponenckoTo CbTpyaHMYECTBO
3a n3nuTBaHmA Ha enunencua (ECET),
0CMrypABaHe Ha MbJieH A0CTbM W 13Mon3BaHe
Ha NpegonepaTyBHa OLEHKA M XMPYPrnYecki

MeToan nNpun ennaencna N HacbpdaBaHe
Ha m3cnegBaHMATa Ha MHOBATUBHA
MHCTPYMEHTU 3a AMarHoCTrKa 1 neveHnA
Ha npuymnHuTenmTe.

HAKONKO NBbTM B Meceua Mmpexara
opraHuMsnpa cecumn 3a obcbraaHe Ha
cy4au Ha naumeHTW C y4acTMeTo Ha
exkcnepTy oT EC B obnactta Ha reHeTukaTa,
HEBPOMCKXOMOrVATA, IeKAPCTBEHOTO fleveHve
1 Npeaxvpypriveckara oueHka. ERN EpiCARE
MoCTaBW HAYasoTo Ha MHOXKECTBO AEeMHOCTH
3a reHepvpaHe Ha No3HaHvA, BKAUYUTENHO
WMHTePaKTMBHW obpa3oBaTtesnHu yebuHapm
M aKTyanm3aumm Ha HaCoKM 3a KAMHUYHA
npaKkTnka. Mpexkata pabotu c apyrn EPM
1 GuHaHcmpanu ot EC HnymaTtvem KaTo
EBponevickaTta CbBMeCTHa nporpama 3a peaku
3abonasanusa (EJP RD), SOLVE-RD, ERICA n
MHTepAMCUMNAMHAPHWTE paboTHM rpymnv No
HeBponor1YHK 3aboNABaHMA, Mo-cneumanHo
¢ y4actmeto Ha ERN-RND 1 ERN EURO-NMD.

OT caMoTOo HaYao MperaTa v CbTPYaHMYN
TACHO C BCMYKM CBbP3aHM Hay4HMU
opraHm3aumn, kKato MexayHapoaHata mra
cpeuty ennnencuata (ILAE), EBponeiickoTo
OPYXeCcTBO Mo AeTCKa HeBponorua
(EPNS) v EBponerickaTa akagemuma no
Hesponoruna (EAN). C ornea nosmaBaHeTo
Ha 0CBeAOMEeHOCTTa 3a Hal-gobpute
NPaKTVKM 1 neyebrn nbtek ERN EpiCARE
paboTh CbC 3aCTbMHULM HA NaUMeHTUTe oT
EBponenckmTe rpynm 3a 3aCTbMHUYECTBO
Ha naumeHtuTe (ePAGSs), HanpuMep 3a
M3roTBAHE Ha MHGOPMaLMOHHK BpoLLypK 3a
peaKM envnencm N KIMHMYHN N3NUTBaHMSA,
HaCoYeHM KbM NaumeHTmTe.

KOOPAMHATOP HA MPEXATA

npod. Anekcuc Ap3uMaHorny

Hospital Infantil Sant Joan de
Déu Barcelona, cnaHusa
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Kak ce ogobpasat EPM

Lvpxcasume — ydneHKu Ha EC, usnwviHABam sodewa posisa npu onpedessaHemo u
pa3sumuemo Ha esponetickume pepepeHmHuU Mpexcu. 3a da nosy4am cmamym Ha

EPM, yneHoBeme Ha Mpexcama y4acmsam 8 NOKaHa 3a nodasaHe Ha 3aAB/eHUA om
EBponelickama KoMucus, c/1ed Koemo He3asucuM oyeHAasaw opeaH (HOO) uzzomss
doknadu 3a sceKu 3aasumen. Cned mosa CbBembm Ha dbpxucasume YneHku (CA4) B3ema
peweHue dasnu da odobpu 3asa81eHuemo 3a EPM.

CAY BrAOYBA NpeacTaBUTeNIM Ha BCUYKM
ObpKasn — uneHkn Ha EC, nnioc Hopseerua, n
M3Mb/HABA aKTVIBHA POnA B paspaboTBaHeTo
Ha cTpaterudaTa 3a EPM. (4 npogbnkaea oa
M3BBPLLBA MOHUTOPWHI Ha YneHoseTe Ha EPM,
[a OLieHsABa 3aABUTENM, KOUTO HenaaT aa ce
NPUCBHEAMHAT KbM CbLLECTBYBALLM MPEMHM, U
[a ofobpsBa 6baeLm Mpexu. B pesyntar Ha
rnokaHata 3a noJaBaHe Ha 3asAB/eHVA Npes
2019 r. Hag 600 gOMbAHUTENHM A0CTaBYMLM
Ha 34paBHo 0bcnyskBaHe 0T 20 AbpHaBm —
uneHkn Ha EC, n Hopeerus 6saxa npueTu 3a
uneHoBe Ha EPM npes3 2022 1.

COY e npuen 18 nokasartena 3a EPM,
no komuTto EPM pepgoBHO npeacTaBAaT
OaHHW. Ype3 TaAx ce ocnrypssa cTabuneH
HenpeKbCHAT MOHWUTOPMHI 3a M3MepBaHe Ha
nogobpeHusTa B KQYeCTBOTO 1 pe3ynTaTuTe,
KaTo CbLLUEBPEMEHHO Ce M3TbKBAT ycrexuTe
1 NoTeHUManH1Te Npobnemm.

[bpraBK, KOUTO He ca NpeacTaBABaHN B
naneHa ogobpeHa EPM, moraT aa yyacrear
Upe3 A0CTaBYMLM Ha 3[1paBHO 06C/1yKBaHe,
KOWTO Ca onpedefieHn OT CBOUTE AbprKaBu
YeHKM 3a , acoummpann’ nan ,CeTpyaHuYeLLm”
HauMoHanHW LeHTpose. Te3n acoummpanm
MapTHEOPW MMAT A0CT b A0 HACOKM 3a 406pK
MPaKTVKM 3a AMArHOCTVKA, FPVMKM U nieyeHme
M y4acTBaTt B Hay4HO-M3C/1e40BaTENCKM
OEMHOCTL.

EPM mpsbsa da
0maoBsapam Ha
onpedesieHuU K/4oBU
Kpumepuu:

> Haco4eHoCT KbM NaumeHTuTe
M PBROBOACTBO OT KIMHNYHN
crneumanmcTn

Muumym 10 yneHoBe
B Haii-Manko 8 [AbpPXKaBU

CnnHa, He3aBmMcMMa OLieHKa

M3mbiHeHre Ha KputepumTe Ha
MpexaTta 1 4vnieHoBsete

Moakpena v ogobpeHue ot
HaLOHAHTE OpraHm




EBponeiicka
KoMucua

B IIOAKPCITA Ha TTALTUCHTUTC C PCAKH, CAaGO PasnpoOCTpaHCHH U CAOJKHH 33.60A}IB3.HPI§[

EPM 3a 6b6peyHn 3abonaBaHnsA

(ERKNet)

Pedkume u cnoxcHU 6bbpeyHu 3a60198aHUA BKIOHBAM WUPOKA 2aMa BpodeHU, Hac1edcmseHU U
npudobumu HapyLeHUs. YCmaHoBeHo e, de Hal-Masko 2 MUIUOHAa esponeliyu ca 3ace2Hamu om
pedku bbpeyHu 3abonsasaHus, Kamo npubausumenHo 1 MUAUOH ca ciydaume Ha 210Mepyionamuu
U owye moJsikosa Ha spodeHu b bpeyuHu mangpopmauuu. OcseH mosa HacieocmseHume
mybynonamuu, mybynouHmepcmuyuanHu 3a6o198aHUS U mpombomu4HUme MUKpoaH2uonamuu
npedcmasasam peodku U yampa pedku 3ab0/198aHUS C BUCOKO K/UHUYHO 3HaYeHue.

CbBPEMEHHUTE MHCTPYMEHTY 3a AMarHOCTMKa
MoraTt Aa ocurypsT LieHHa MHGopMauma
3a nporHo3aTa Ha 3abonAaBaHeTo U
Bb3MOMHOCTUTE 3a Tepanua. JocTbhbT
0o mnscneasaHma obave He e Bceobuy.
Mopaaw 3abassaHe Ha AMarHOCTULMPAHETO
1N NeYeHneTo MHOro peakm 6bbpeynmn
3abonAsaHna BoaAaT A0 bbbpeyHa
HeJoCTaTbYHOCT.

Ypes ycyri 3a oHnanH KoHcynTaumm ERKNet
ce cTpemu fila noaobpn ynpaBneHmneTo Ha
cflydam Ha naumeHT ¢ pegkm 6bbpedHn
3abonasanmAa, 0co0b6eHo Ha HOBU M CIIOMKHM
cnyydan. EkcnepTHUTe paboTHM rpynv Ha
MperaTa Cb3AaBaT OCHOBaHM Ha KOHCEHCYC
OMArHOCTVYHM anropuTMM 3a NauMeHTU CbC
CbMHEHNA 3a peaxm 6bbpeyHn 3abonasaHna,
BKJIIOUMTETHO CTaHO4apTHU KpUTepum
3a reHeTU4YHO M3creaBaHe B Criydam Ha
CbMHEHWA 3a HacneacTBeHo 6bbpeyHo
3abonsBaHe. OcBeH TOBa, Cref NMpoBeskaaHe
Ha 3aabnboyeH Npernes Ha HannMYHUTe
neyeHuns, paboTHMTe rpynn onpeaenat
KAMHUYHK NBTEKN 3a TepaneBTUYHO
yrpasneHme.

Tbi1 KaTo 0CBEAOMEHOCTTA M MO3HaHMATA Ha
34paBHUTE CMELUMaIMCTA Ca OT CbLLECTBEHO
3HaueHMe 3a yCTaHOBABAHETO M IeYeHNEeTO
Ha peakn 6vbpeduHn 3abonasaHna, ERKNet
BbBede TpuUroAuliHa nporpamMa 3a
cnegavnioMHo obyyeHue, ocHoBaHa Ha
KMMHUYHO 0by4YeHVe, yebuHapn 1 enerTPoHHO
oby4yeHue, Ypes KoATO Ce ocurypssa
CbBpemMeHHo 0by4eHue 3a Lienna CNeKTbp
Ha peakunTe 6bbpeyHn 3abonaBaHms. YcnelHo
3aBbPLMAMTE Kypca Lie 6baaT npu3HaTK
3a ,EBpOnenckM cneumanicTv No peaxn
6bbpeyHm 3abonsBaHnA“.

ERKNet cb3gane ERKReg — EBponeickmA
perncTsp 3a peaxkn 6bopeyHn 3abonaBaHmA.
To3n oHNamH perncTsvp Npegoctass
nemorpadcka MHdopMauma 1 nogromara
CHbBMECTHUTE KANHWYHU M3CeaBaHUA
Upe3 yCTaHOBABaHE Ha NaLMeHTCKM rpynm
C pegku 6bbpeyHn 3abonasanHma B Lsna
EBpomna. OceeH ToBa Ypes permcrTbpa ce
npeaocTaBAT CTATUCTMYECKM AaHHM 3a
KIMHWUYHUTE pe3ynTaTn 1 cpaBHUTENeH
aHanM3 Ha CneumanvsvpaHnTe LeHTPoBe,
KOWTO MmoanoMarat XapMOoHU3MpaHuTe m
ONTUMM3MPAHN TPUKM 33 peaKkn HbbpeyHn
3ab60nABaHNA BB BCVUKM BOMHWLM W KIMHNKM
Ha ERKNet.

npo¢. PpaHy Llaedep
Universitdtsklinikum Heidelberg,
lepmaHusa
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EBponeiicka
KoMucua

EPM 3a HeBponormnyHm
3abonasaHma (ERN-RND)

ERN-RND cw30asa u cnodena no3HaHUA U KOOPOUHUPA 2puxcume 3a nayueHmu, 3aceaHamu
0m pedKu HeBposo2u4HU 3ab01ABaHUSA, BKIOYBALLU HAL-4ecmo cpewjaHume namoJsio2u4Hu
CbCMOAHUA HO UeHmpasaHama HepsHa cucmema. Ta obxsawa uepebenapHume amaxcuu

U HacnedcmsBeHuUme cnacmu4Hu napansaezuu, bonecm Ha XbHMUH2MBbH U Opyau

xopeu, ppoHmMomemnopasHa demMeHuUuUs, dUCMOHUSA, (Heenuaenmu4HuU) NapoKCcu3MasiHu
pa3cmpolicmsa u Hespode2eHepayusa C HamMpyn8aHe Ha HCesfa30 B8 MO3bKa,

/'IQBHOE‘HL{Q(;DC]HOI‘IGITIULI U amunu4Hu NnapKuHcoHosuU CUHapOMU.

MpeaTa obeamHABa eKcnepTHW LeHTPOBe
1 acoummpaHn NapTHe0puy B 24 eBporencKm
ObprKaBW, KAKTO M NpeacTaBuTenn Ha
naumeHTnTe. TA ce ¢oKycmpa BbpXy
BMCOKOCMeUManmM3npann 3apasHn yeiyrm,
KaTo AMArHOCTMKA Ype3 CeKBeHMpaHe oT
CeaBallo nokoneHune, Abnboka Mo3byHa
CTMMyNaumMA 1 MOAEpHW Tepanin, 1 reHepurpa
1 pa3npocTpaHaBa KakTo oblim, Taka u
cneumdryHM 3a gageHa rpyna 3abonAasaHuna
Mo3HaHuA.

ERN-RND pa3paboTBa Hacoku 3a Hai-
106pa KIMHUYHA NMPaKTHKA 3a HAKOW pearu
HEBPOSIOr4HM 3a60/1ABaHVIA, MPErnopbKA 3a
Hat-nobpa NpaKkTyKa 3a HespopexabunTauma
1 MPEXOf, KaKTO U CTaHAAPTM 32 MPUHK, KaTo

KOOPOAMHATOP HA MPEXATA
A-p XonM lpecHep

University Hospital Tiibingen,
lepmaHusa

Hanp“Mep CbCTaBa Ha MyTUAVCUMNIIMHAPHWTE
erunn. EKcnepTHWTe rpynv no 3abonaBaHmnaTa
pa3paboTBarT W CbrNacyBar feuvebHn MsTeKN,
BK/IOUMTENHO AMArHOCTUYHN CXEeMU U
TepanesTUUYHN aNTOPUTMM, KaKTO M CKaU Ha
3ab0/1ABaHMATA 32 OLIEHKA Ha Pa3/MHHM acrekTV
Ha pedxvTe HeBPOIOrMYHI 3aboNABaHNS.

MaumeHTUTe C HeACHM AmarHo3w ce obckHaaT
upes cictemata CPMS. ERN-RND e egHa ot
HeTMPUTE MPEMM, yHacTBaLLM B NPoeKTa
Solve-RD — PeluaBaHe Ha HepaspeLleHnTe
peakv 3abonABaHnA, 1 HelHaTa nporpamMa 3a
0by4yeHme 1 0bpasoBaHMe e B 0CHOBaTa Ha
yuebHaTa mporpama no peax HeBPOIOrHM
3ab0/1ABaHMIA 3a 34paBHUTE CreUmanncTi.
MperkaTta ynecHABa FOTOBHOCTTA 3a

B HOAKPCHS. Ha IMAMCHTUTC C pCAKI/I, CAa60 Pa3HPOCTPaHCHl/I U CAOXKHHU SS.GOA}{BS.HPU[

npoBexaaHe Ha M3NUTBaHWA 1 KA4YeCTBOTO Ha
rpvkmiTe ype3s permctbp Ha ERN-RND, BrtovBaLy
[aHHV 332 BCUYKM NAUMEHTW, Nperneganm
B LieHTpoBeTe Ha ERN-RND, » ocurypsaBsaly
YHVKa/IeH mpernes Ha CbLUecTByBaLLmTe rpymm,
6a3upaH1 Ha reHoTvNa.

ERN-RND cu cbTpyaHuum ¢ EBponenckara
aKkagemuA no Heeposorus (EAN), EBponeickoto
OPYHKeCTBo Mo getcka HeBposornsa (EPNS),
eBponenckaTa cekuma Ha MexayHapoaHaTta
acoumauma 3a MNapKUHCOH 1 ABMraTeHm
Hapywerwua (MDS), EBponeiickata deaepaumva
Ha HeBponormyHMTe acoumaumm (EFNA)
n EBponerickata akagemua no geTtcka
mHBanmaHocT (EACD). 3aeaHo ¢ apyruTe ase
,HesponoriHn* EPM — EURO-NMD w1 EpiCARE
— ERN-RND cb3gaae geseT paboTHM rpynn.



EBponeiicka
KoMucua

B HOAKPCHS. Ha IMAMCHTUTC C PCAKI/I, CA260 P3.3HPOCTP3HCHI/I U CAOXKHHU SS.GOMBS.HI/I}[

EPM 3a HacneagcTtBeH v BpoaeHM
(XpaHoCMUNaTenHM U CTOMAalLHO-
ypeBHM) aHoManmn (ERNICA)

ERNICA obxsawja 0se duazHoCmuYHU 2pynu: MaagopMayuu Ha xpaHocMunamenHama
cucmema u Masgopmayuu Ha duagpasmMama u KopemHama cmeHd. PabomHusm nomok

3a Mangopmayuu Ha XpaHoCMUAameIHama cucmema ce Cbemou om Yemupu pabomHu
2pynu 3a 3abo1a8aHUA HO XpaHonposoda, YpesHu 3ab01ABaHUA, YpesHa HedoCcmamb4YHOCM
U 2acmpoeHmeposio2u4HU 3aboa8aHuUA. PabomHusam nomokK 3a masngopmayuu Ha
duagpazmama u KopemMHama cmeHa ce cbcmou om dse pabomHu 2pynu: Masagpopmayuu Ha
duagppazmama u degpekmu Ha KopemMHama cmena.

PaboTHMTe rpyrn ce pbKOBOAAT CbBMECTHO
OT 34PaBHM CNELUMaNMCTL U NpeacTaBuTeNn
Ha naumeHTMTe Ha ERNICA. 3a BCUYKKM
OMArHOCTUYHW FPYyNX ca MPUIOKUMMK
neseT 06n1acTV Ha paboTa — ynpasnexue,
pasnpocTpaHeHve, oLeHKa, CTaHaapTH 3a
rPUKK, 06ydUeHMe, HayyuHW M3ceaBaHms,
eNeKTPOHHO 3ApaBeonasBaHe, detanHa
MeauumHa 1 paboTa B Mpera.

ERNICA ce ctpemur ga obeauHm cneumpuiHms
3a AaaeHo 3abonaBaHe excrnepTeH onuT,
Mo3HaHWA 1 pecypcy ot uenna EC/ENT, 3a
na 6baat nocTUrHaTV 34PaBHU LIeW, KOMTO
MHaue brxa 6UM HeMOCTUHKNMKM B eaHa-
eMHCTBEeHA AbprKaBa. Tesu 34paBHA Lienv
BK/OYBAT pas3BMBaHe Ha KIMHUYHM YMEHWS,
yBeNMYaBaHe Ha 40CTbMa Ha MaumMeHTuTe
[0 BMCOKOKAYeCTBEHM eKCNEePTHM MPUMKM
1 yBenmMuaBaHe Ha MHGoOpMaumMATa 3a
KOHKpEeTHaTa AMarHo3a, C KOATO pasnonarar
30paBH1TE CNELMANMCTI, NAUMEHTUTE, TEXHUTE
CcemMencTBa 1 MuaTta, nonaratliy rpusKn.

3a Tasm uen ERNICA ce ctpemun aa Hamanm
HEepaBHOMOCTaBEHOCTTa B 34paBe0na3BaHeTo
B UAna EBpona, KaTo 6baaTt craHaapTV3vpanyt
NMpakTUKMTe 1 6bae oCUrypeH AoCTbI A0
BMCOKOKAYeCTBEHWN MPUHKM, MHDOpMauma
1 pecypcu 3a JoCTaBUMLMTE Ha 34PaBHO
0bcnyKBaHe, MaumeHTUTe, TeXHUTE CeMelicTBa
1 NMUaTa, nonarally rpym, B uana Espona.

KOOPAUHATOP HA MPEXXATA

npod. PeHe BuiiHeH

Erasmus University Medical Center,
Rotterdam, HudepnaHdus
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B IIOAKPCITA Ha TIALTUCHTUTC C PCAKH, CAa60 PasnpOCTpaHCHH U CAOKHH SQGOMBQHI/IX

MNHTerpaums, KoopavHauma U CbTPYAHUYECTBO:
ObpX¥aBu YneHkn n EPM

[pe3 2022 2. KbM EPM ce npucweduHuxa 620 Hosu docmasyuyu Ha 30pasHo
obcnyxsaHe, c Koemo obwuam bpoti Ha YneHoseme docmuzHa noseye om 1400. Tosa
e dobpa HoBUHG 3a nayueHMuUMe, KoUumo Be4e uMam no-20/189M 00CMbN 0om BcsAKo2a 0o
BUCOKOCNeyuanu3upaHu 30pasHU yoiyau, KAKMo U 3d JleKapume, Koumo ce 8b3N0/138am

om cbmpydHu4ecmasomo ¢ opyau excnepmu 8 EC u Hopsezus.

PaswmpaBaHeTo Ha obxBaTta obade Boam
M 00 Npeav3BMKaTeNncTBa, CBbp3aHu C
KoopAMHaUMATa M NapTHEOPCTBOTO, Y MMEHHO
TyK CbBETHT Ha AbprkaBuTe yneHkun (CO4)
M3MbIHABA Kto4oBa pons. (Y pbkosoam EPM
0T Cb34aBaHeTo A0 PA3BUTLETO MM — TOW e
OTroBOPeH 3a 07106pABAHETO 1M MpKW MbPBOTO
UM Cb3gasaHe npe3 2017 r. v we ogobpsasa
BCMYKM Bbaewm gonbaHUTenHn EPM.
MpUOPUTET e 1 MHTerpypaHeTo Ha paboTaTa
Ha EPM B HauMoHanHuTe 3apaBHM cuctemm
1 CbrnacyBaHeTo Ha TeXHWUTEe NpPUopUTETM.

”

“CumyayuAama ce e NpoMeHLIa 3Ha4UmesIHo,”
KasBa cbnpeacenarenar Ha CO4, npodecop
Tun ®ontnenaep. ,EPM seye ca passumu
U HanwbJHO onepamusHuU. [pynama Ha
KoopouHamopume Ha EPM pabomu MHo20
GKMUBHO U epUKAcHo, Kamo 0emMoHCmMpLpd,
Ye e BaxceH NapmHbOpP 30 CbimpyoHUHecms0
Ha 44"

,KoopduHamopume Ha EPM u mexHume
eKunu aKmuBHO ce 3aHUMasam ¢ Bbnpocu
Kamo Hati-0obpume u Halt-UKOHOMUYHUIMe
HAYUHU 3G MOHUMOPUH2 Ha eeKmusHoOCmIma,
paspabomaaHe U 0p2aHU3UPaHe Ha peaucmpu
Ha EPM, cnodensHe u pa3npocmpaHeHue Ha
No3HaHUS, 0by4eHue U cna3saHe Ha BUCOKU
emuyHU U NpasHuU cmarHoapmu” Aobass npod.
dontneraep. , Te b0 maKka U3nb/IHABAm
K4YoBsa pons 8 padpabomsaHemo Ha
cucmemama 3a ynpassieHue Ha KIUHUYHU
0aHHU Ha nayueHmume, KOSMo e 0m 0CHOBHO

3Ha4eHue 3a no-6vbp30mo u no-dobpo
ouazHocmuyupaHe, feyeHue U epuxcl 3a
xopama, wcuseeLyu ¢ pedku 3abonaBaHus.”

CO4 otroBaps v 3a 0gobpABaHeTo Ha HOBM
[0CTaBuMLM Ha 34paBHo obcs1yBaHe, a
noc/IeaHuTe Morb/IHEHWA Ca Pe3y/Tar oT CTpor
MpOLIeC, KOMTO 3ano4Ha C NMokaHa 3a nogasaHe
Ha 3anBneHna npe3 2019 r. MpouecsT betle
OOMBAHUTENHO YC/I0MHEH 0T bpekcnT u
nocnegsanata 3aryba Ha excrnepTHM No3HaHWA
oT 6azmpanuTe B 0beaMHEeHOTO KpancTeo
[A0CTaBY/LM Ha 34paBHo obcnysaHe. Cneq
BK/II04YBAHETO Ha HOBWTE 40CTAaBYMLM Ha
34paBHo 0bCyKBaHe BHUMaHKETo cera e
Haco4eHo KbM OLeHABaHe 1 nogobpsAsaHe
Ha Ka4eCTBOTO Ha MPUMKKTe, NpeaoCTasAHM oT
EPM 1 goctaBumLmTe Ha 34paBo obCyKBaHe.

CblWeCcTBEH efleMeHT 0T c1ucTemaTta 3a
HenpeKkbcHaTo NogobpaABaHe Ha Ka4ecTBOTO
Ha EPM e AMEQUIS — cucTtemarta 3a oueHKa,
MOHWTOPWHI, OLieHKa M nogobpaBaHe Ha
Ka4eCTBOTO. He3aBMCMM opraH 3a oLieHKa v
aHam3 We oueHssa EPM, 3a aa onpegenn
CUNHUTE U CnabuTe CTpaHK, KaTo rapaHTvpa,
Ue ca B3eTM NpeaBua MHEHUATA Ha BCUYKM
YYACTHULW, BKOYMTENHO Ha NaumeHTuTe
1 TexHuTe cemenctea. COY we n3nbnHaBa
K/lD4YoBa pofAa B TO3W NpoLec, Tbi KaTo
3agadvaTa My e 6bae aa cbrnacyea
nnaHoseTe 3a nogobpeHue Ha EPM un
[0CTaBUMLMTE Ha 34PaBHO 06C/yKBAHE aKo
1 KbaeTo e Heobxoammo.

Ot 2022 r. HaTaTbK CbBMECTHOTO AencTBMe
3a MHTerpvpaHe Ha EPM wie m3nckea olle
MO-TACHO CHTPYAHNYECTBO MeXy AbpraBuTe
UMEHKM, KOUTO LLIe YCTaHOBAT rpaamBHUTE
enemMeHTN Ha 6baewmTe EPM, HanbaHO
VHTEerpMpanHu B HauMoHaHUTe 34paBHN
CUCTEMM M HANBAHO XapMOHM3MPaHU C
eBPONencKk1nTe NapTHbopu. KomucmnaTa
e KoopaMHMpa npoueca, a rpynara Ha
KoopAmHaTopuTe Ha EPM e vma BarkHa ponA
B M3Mb/HeHMeTO. C MoMoLLTa Ha MHTErpauUmATa,
KoopAVHaUMATa M CeTpyaAHM4ecTBoTO EPM
LLie MOCTMrHaT ycrnex Npe3 credsaluma etan
0T Pa3BUTMETO CU.

,Ce2a B8 npoekma 3a EPM yyacmsam
nogeye 3auUHMepPecosaHu CmMpaHu om
BCAKO2a, BKHUMESHO ynpasumenu Ha
6o HUYU U 2pyNnu 30 3aCmMbNHUYecmB0 Ha
nayueHmume*, kasea npod. ontneHgep.
“ Tosa e 0obpa HoBUHA U HUe MpAabaa oa
CMe MH020 00BO0JTHU 0m HeA. [bpicasume
ueHKU 0bade He Mo2am 0a ce cnpassam camu
¢ mosa pabomHo HamosapaaHe. Bpeme e da
3aCuUIUM CbmpyoHU4ecmBomo Cu, 3auomo
camo Koaamo pabomum 3aedHo, Le U3s/eHemM
MAKCUMAUIHa Nosi3a om npoexkma 3a EPM —
Ha4yuHaHue, Koemo se4e byou 3asucm 3
ocmaHanama 4Yacm om cgema.

npogo.
®oilimneHdep




EBponeiicka
KoMucua

EPM 3a pecnupaTtopHu

B HOAKPCHS. Ha IMAMCHTUTC C PCAKI/I, CA260 Pa3Hp0CTPaHCHl/I U CAOXKHHU SS.GOMBQHI/U[

3abonasaHmA (ERN LUNG)

Pedkume u cnoxcHU benodpobHu 3a60198aHUA U3UCKBAM MYAMUOUCUUNIUHAPHU 2puicyU

U ncuxocoyuasHa nodkpena. Tasu cioMHOCm Moxce da ce ObaxucU Ha 2eHemu4YHUA
MexaHu3bM Ha 3ab0198aHemo wiu Ha BMOPUYHUIME NPOMeHU U YBpexcoaHus Ha opyau
0p2aHHU cucmemu. PaHHomo duaz2HocmuyupaHe u docmbnbm 00 Cneyuanu3upaHu 2puicu

nodobpasam pe3ynmamume npu MHO20 0m me3u CbCMOAHUS.

ERN LUNG ce 3aHMMaBa C BCUYKM peaKkum
1 CNOMHW 3ab0NABaHMA Ha AnxaTenHata
CMCTEMA, BRIIUATENHO MHTEPCTULMANHA
6enoapobHa bonect (MBB), knctosHa drbpo3a
(CF), HeKMCcTodMbPO3HM BPOHXMEKTA3NM
(nCF-BE), 6enoapobHa xmnepToHus (PH),
NbpBMYHA UnavapHa avckmHesua (PCD),
nedmumT Ha anda-1 aHTUTpUncuH (AATD),
Me30TemoM (MSTO) 1 XpoHKMYHA ANCHYHKUMA
Ha benogpobHuna anorpadT (CLAD).

MpexaTa vMa 3a uen ga nmoBuWMK
eKcnepTHUTe No3HaHWA B LAna Espona,
3a Aa noaobpu cTaHaapTUTe 3a nonarade
Ha FPUMKKM, KAYeCTBOTO Ha MUBOT U
NPOrHo3MTe NpuW Lenua CnekTbp Ha
peakute 6enoapobHu 3abonAasaHumA.
YneHoseTe Ha ERN LUNG pa3paboTsar u
pa3npocTpaHABAT HACOKM 3a nosfiaraHe
Ha rpUMKK, HacbpyasaT obLLM Noaxoam 3a
fleyeHne, yeenmyasaT TpaHCrpaHn4Hns
00CTbN 40 AMarHoCTMUMpaHe 1 nedeHue,
MHULMMPAT M MOAAbPHKAT PerncTpm m
cbbMpaT 4oCTAaTbYHO rofiIeMU rpynu 3a
KAMHWYHK NpoyYBaHWA, paspaboTBaHe Ha
fIeKapcTBa M NpoyYBaHNA Ha ecTecTBeHaTta
McTopmA.

ERN LUNG npepoctasa Ha naumeHtute
[0CTBN 40 MeXOYANCUMMIIMHAPHN eKMNK,
KaTo 0CUrypABa BTOPW MHEHWA OHMAaMH 3a
CNOHM Ci1ydaum, 6e3 Aa ce Hanara naupeHTvTe
[a nbTyBart. ToBa ce oCblLecTBABA Ypes3
OHMaMH CMCTeMA 3a eKCMePTHW KOHCYTaLmm,
ypes OHNanH OMCKYCUK MO Kasycu 1 — npum
Heobx0A4MMOCT — Ype3 TPaHCrpaHUYHO
rpeHacovsaHe.

KOOPAUHATOP HA MPEXXATA

npo¢. Tomac 0.®. BarHep

Universitdtsklinikum Frankfurt,
fepmaHus
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KoMucua

EPM 3a kKoxHWM 3abonasaHma (ERN Skin)

MH020 KOXCHU CbCMOAHUA 0Ka3B8am cepuo3Ho Bb30elicmaue 8bpxXy nauueHmume u
Mo2am da 6vdam cB8BbP3aHU C PUCK 0M pPak. [JuazHocmuyupaHemo Ha peodKku U C/I0HCHU
KoxcHU 3a60/1A8aHUA Ce CbCmou 0m Nb/IHA OUeHKAd Ha Koxwcama u MyKycHama membpaHa,
KOKMOo U Ha Opyau cucmemu, U om KoxcHu buoncuu. Camo onumHu depmMamosio3u Mo2am
da HanpasAam pasiuka Mexcdy me3u C/I0NCHU CbCMOAHUSA, d IUNCama Ha eKcnepmHa
duaz2Ho3a e npe4yka 3a sedeHuemo. Tosa Moxce da npedcmassiasa 0bb0oK pu3uyHecKu u
NCuUxo/102U4ecKU mosap 3a nayueHmurme.

ERN Skin obeauHsBa BoAeLLM eKcnepTm
B 06/1acTTa Ha peaKMTe OeTCKM KOXHU
60necTu 1 pegrnTe KowHM 6oaectn npm
Bb3pacTHMTe C uen obMAHa Ha 3HaHus,
aKTyanusmpaHe 1 paspaboTBaHe Ha HACOKM
3a Hal-a06pw NPakTVKL 1 NogobpaBaHe Ha
npodecroHaHoTo 0byyeHne 1 0bpa3oBaHeTo
Ha naumeHTmTe.

TA vMa 3a uen ga nogobpu opraHm3aumaTa
Ha 34paseonasBaHeTo ¢ obeanHABAHETO
Ha pecypcu, a Taka Cblyo 1 Aa Cb3gane
nnathopma 3a 0CHOBaHM Ha CbTPyOHNYeCTBO
LVICKYCWM MEM Y BKCNEPTM MO TPYAHM CyYan.
3a BCAKo 06xBaHaTo 3ab0/1ABaHe OCHOBHUTE
MYATUANCUMNTIMHAPHN EKUMW BRAIOYBAT Hal-
MasIKo 4epMarosior, MeauLMHCKa CecTpa,
MCYIXOSIOr, FeHETUK, AVETOSION M MATOSIOr, KAKTO
N APYrv CNeUmanmcTyvi, ako e Heobxoammo.

ERN Skin cbLLUo Taka pa3pabotsa permctpm
Ha PeaKnUTe KOXHM 3a60N1ABaHNA, KOMTO
Nno3B0/IABAT yYacT1e B U3C/e40BaTesCKM
NporpamMmM M KANHUYHW M3NUTBAHNA C
nobpe xapaKktepusvpaHu naumeHTH,
KaKTO M CTUMYMPAHETO Ha TepanesTUYHN
M3CneaBaHnA C 40CTATbUYHO rofiemM1 rpyni
oT naumeHT. CblUo Taka Le ce nposeae
3a4b1604YeHO COLMANHO-MKOHOMNYECKO
NpoyYBaHe 0THOCHO MHAMBMOYAHATA TeMEeCT
Ha 3abonasaHmaTa.

KOOPAUHATOP HA MPEXXATA

npo¢. KpuctnH bogemep
Assistance Publique-Hobpitaux
de Faris, Hépital Necker-Enfants
Malades, ®paHyus
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EPM 3a pegku pakoBu 3abonAaBaHNA
Npu Bb3pacTHUTe (conmaHn TYMopK)
(ERN EURACAN)

HabnodeHuemo Ha pedkume pakosu 3abosisasaHus 8 EBpona (RARECARE) onpedena
pedKkume pakosu 3ab0/198aHUA KMo 3710Kka4yecmseHu 3ab01A8aHUA € Yecmoma No-MasKo
om wecm Ha 100 000 dywu 2o00uwHo. Ha max ce dwvaxucam okosno 20—25 % om BCuYKU

HOBU C/iydau HaA paKk u 30 % om CMBbpMHuUMe ciay4dau om pdadk.

EKcnepTuTe Ca eAMHOAYLLHW, Ye NaumeHTuTe
C peakn BuAoOBe pak TpAbea ga bbvaat
Haco4BaHM KbM cepTUdnLMpaHn pedepeHTH
LeHTpOBEe Olle Npu NoCTaBAHETO Ha
MbpPBOHa4a/HaTa AvarHosa. 1o To3m HauvH Te
MOrar [a Ce Bb3M0/13Bar 0T Hali-CbBpemMeHHVA
MYNTUANCUMNANHAPEH eKCNepTeH OnmMT —
0T epeKTMBHM Tepanuu 40 0CHOBaHW Ha
[0Ka3saTencrsa HacokM 3a neyeHue — U
BCUYKM NAUMEHTM A MoJyyasat NoaxoaALm
FPUXKM, HE3aBMCMMO OT MbpBOHAYaHaTa
TOYKa Ha 4OCTBM.

EURACAN obxBauwa Hag 300 peaku
CONMAHN TYMOPW MPW BB3PACTHW, KaTo MM
rpynvpa B AeceT AOMelHa, CbOTBETCTBALLM
Ha knacudmkaumaTa Ha RARECARE w
ICD10. Mpexata cv CbTpYAHMUYM TACHO
C NpeAcTaBUTeNn Ha naumeHTUTe oT
EBponenckuTe rpynm 3a 3aCTbNHUYeCTBO
Ha nauveHTuTe (ePAG), 3a ga npegocTasn
MHGOPMaLMA U TeAHM TOUKM 3a HYXKANUTE U
04aKBaHWATA Ha NaUMeHTUTe.

OT cb3gaBaHeTo c1 gocera mpeskarta
EURACAN e obxBaHana 26 abpasm ot EC
n EWM, KaTo ce cTpemn aa ctaHgaptvsmpa
fIeYeHMEeTO Ha naumeHTUTe 1 Aa noaobpu
NpexMBAEMOCTTa 4Ype3 Cb3aaBaHe u
CNOAENAHE HA MHCTPYMEHTU 3a Han-gobpu

NPaKTMKM 1 PeA0BHO akTyanusmpaHe Ha
[AMArHOCTUYHWUTE 1 TePaneBTUYHUTE HACOKM
3a KIMHWYHA NPaKTUKa B CbTPYAHWMYECTBO
C HAKOSIKO Hay4HW ApyecTea. MpexaTta e
pa3paboTuia MHCTPYMEHTU 33 KOMyHUKaLUMs
Ha BCUYKM €31UM 3@ NaUMEeHTM 1 fiekapu, a
npoeKTwT STARTER (STarting an Adult Rare
Tumour European Registry) npeaoctaBA BameH
WMHCTPYMEHT 3a 6baeLleto — Modena Ha
0beanHeHna permctep Ha EURACAN.

EURACAN ce ocHoBaBa Ha CblLUecTByBaLLM
MPEeXM U YCNeLHN KAMHNYHW N3NMTBaHWA
B pamkuTe Ha EBponenckarta opraHmsauma
3a mM3cnegBaHe M nevyeHWe Ha paka
(EORTC), EBponenckoTo ApyHKecTBo 3a
HeBpoeHOOKpWHHM TyMopK (ENETS), Mpexata
3a paK Ha CbeauHMTenHaTa ThkaH (Conticanet)
M HAKOJIKO NpeauvLLIHN U3C1ea0BaTeCKM
nporpamn Ha EC, BKOUATENHO 3anoyHaTtuTe
oT EURACAN npoektn SPECTA/Arcagen v
TRacKING.

npo¢. aH-B bneawn
Llenmwbp ,Léon Bérard®, JluoH,
OpaHyus
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EBpona: rnobaneH ueHTbp 3a
BUCOKM NMOCTUKEHUA

Esponelickume pegpepeHmHu Mpexcu 3ano4Haxa deliHocmma cu npe3 mapm 2017 2., Kamo
0CHOBHamMa um ues e nodobpsasaHe Ha wuBomMa Ha xopama 8 Espona, Koumo xusesm ¢
pedKu u cnoxcHU 3ab0198aHUA.

EPM obaue nmart rnobanHo Bb3gencTame
naney n3BbH EBpona. Te ycbBbpLUEHCTBAT
Ha-0obpuTe CBETOBHM MPaKTUKKM, KOrato
CblLECTBYBAT TaKkmMBa, M 0QOPMAT TaKkmBa,
KoraTo nunceaT. MpeskuTte cnoMaraT 3a
npeBpbLUaHeTo Ha EBpona B LeHTbP Ha
OeHOCT B 06/1acTTa Ha peknTe M COMKHM
3abonfABaHMA Ype3 npunaraHe Ha Han-
nobpuTe NpaKkTUKM 3@ AMarHoCcTULMpaHe
MW NeYeHne, KoraTo TakmBa ChLLeCTBYBaT,
1 pa3paboTBaHeTO MM, aKo SIMMCBAT.

KaTto cBbp3BaT eKCnepTV U CbBKYMHOCTM
OT naumeHTu, EPM cbLyo Taka ynecHABaT
KNVHWYHMTE MPOyYBaHMA M TeCTOBUTE
TepaneBTUYHU MHTEPBEHLWKM, KOETO U
MocTaBA Ha YesiHO MACTO NpY MHOBaUMMTe
B peamua obnacTu, CBbp3aHn C peaxkuTe
3abonsABaHmA.

MogensT Ha EPM e npumep 3a gpyrm no
OTHOLLIEHME Ha MOAEPHUTE MHCTPYMEHTH 3a
e/1eKTPOHHO 3/paBeonassaHqe, pa3paboTeHn B
MOMOLL Ha TPAHCTPaHWYHOTO CETPYAHUYECTBO
B EBpona, c noTteHumnan ga Hacbp4yar
Me¥OYyHapoaHOTO CbTPYAHWYECTBO,
nogobpABaliki 4oCTbNA A0 34PaBHN MPUKN.




EBponeiicka
KoMucua

ERN 3a xemaTonormyHm
3abonAasaHMA (ERN-EuroBloodNet)

Xemamosoz2udHume 3ab0188aHUA BKIIOYBAM GHOMA/IUU HA KPbBHUME KAemkKu U Ha
K/lemKume Ha KOCMHUSA MO3bK, HO IUM@HUMe 0p2aHuU U Kod2y1auyuoHHUMe ¢axkmopu,
Kamo no4mu BCU4KU me ca pedku. Te Mo2am da ce nodpa3deniam Ha wecm Kamez20puu:
pedKu depekmu Ha YepBeHUme KPbBHU K1emKu, HapyLeHUs Ha KOCMHUA MO3bK, peoKu
HapyweHuUs 8 Koazy/1ayuamad, XeMoxpomMamo3d u 0py2u pedKu 2eHemuyHU HapyLeHUs B8
CUHMe3a Ha Xesf30, MUesioUdHU 3/10Ka4ecmBeHoCmu U AUM@OUOHU 3/10Ka4eCcmBeHoCmu.

[MarHoCTMUMPAHETO Ha peaKy XeMaTonoriHm
3abonasanHua (PX3) N3MCKBA 3HAYNTENHU
KMHWYHW eKCNepTHM MO3HaHMA U A0CTbN
[0 LWMPOK Habop oT 1abopaTopHK yCayri
1 06pasHm TexHonoruK. Tesn u3cneaBaHnsa
no3Bo1ABAT NMpeum3Ho KnacnduumpaHe Ha
3abonABaHeTo CbrnacHo KputepumTe Ha
(30 4ypes 13non3BaHe Ha MeayHapoaHM
CMCTEMM 3a OLIEHABAHE W, KOraTo e Bb3MOMHO
— Bromapkepn.

Kato ce uMat npeasua Te3mM U3MCKBaHWA
M GaKTbT, Ye HAKOWM OT Te3n 3abonasaHna
Ca MHOro peaKku, AmarHosarta 4ecTo
ce npeHebpersa nnm 3abass, ocobeHo
npy NaumMeHTn B HanpeaHana Bb3pacT.
YecTo NbTH NeYeHneTo CbLlo e TpyaHo
rnopaan HeobxoaummTe Creumanm3npaHm
WMHOPACTPYKTYPU M KUK 1 3aTpyaHeHUATa
npv AoCTbNa 40 CneumduyHM nedeHus,
KaTo aforeHHa TpaHcnaaHTauma Ha
CTBOJIOBM K/ETKM MM KoarynaumoHHM
baKTopu. B HAKOM ObpKaBm ca BbBeAeHM
NPOPUNAKTUYHM MporpaMy 3a onpeaeneHu
CbCTOAHMA, HO CbLLIECTBYBA CriellHa Hy»Kaa
0T XapMOHM3MpaHe B 061acTTa Ha CKPMHMHIA.

Mpe3 MbpBWTe NeT roAvHN 0T ChLLIECTBYBAHETO
o1 ERN-EuroBloodNet, B TACHO CbTPYAHMYECTBO

¢ EBponelickarta xemaTonoriyiHa acoumaums
(EHA), ycnewHo npoeege MHOrobpoiHm
WMHTEePAVCUMMIIMHAPHA U CreumduyHn 3a
3abonaBaHeTo PX3 genHocTy, Haco4eHu
KbM nogobpsBaHe Ha gocTbna A0
30paBHM FPUXKM 3a NaumeHTmuTe c PX3,
nonynsApM3MpaHe Ha HACoKMTe 1 Hat-aobpuTe
NMpakTVKK, NogobpAsBaHe Ha 0by4eHneTo 1
cnoaensHeTo Ha 3HaHWA, NpeanaraHe Ha
KNMHUYHM KOHCYNTauMm B 061acTu, KbaeTo
SIMNCBAT HaLWOHAHM eKCrepTHM No3HaHMA,
yBenmyaBaHe Ha 6pofa Ha KAMHUYHUTE
M3nuTBaHWA B obnacTra. Yyactneto Ha
ePAG v naumeHTCKUTE acoumauyum ot
CaMoTO Ha4yano AonpuHacs 3a ToBa
paslmMpaBaHe Ha npasaTa Ha NauveHTuTe
Mo OTHOLLIEHWE Ha TepaneBTUYHMTE MoaXoau,
TepaneBTMYHOTO 06pazoBaHMe 1 0by4eHMeTo
3a 3aCTbMHMYECTBO B CbOTBETCTBME C
Haco4YeHWs KbM MaumeHTa nogxod Ha ERN-
EuroBloodNet.

B HOAKPCHS. Ha IMAMCHTUTC C PCAKI/I, CA260 Pa3Hp0CTPaHCHl/I U CAOXKHHU SS.GOMBQHI/U[

KOOPOAUHATOPU HA MPEXXATA

npog. MNMnep ®PeHo

Assistance Publique-Hépitaux de
Paris, Hopital Saint-Louis, Mapuxc,
@paHuus (npedcedamen Ha
OHKO/102U4HUSA LUeHMbp)

npo¢. beatpuc Monbu

Hépital ERASME-CUB, LHUB-ULB,
Bptokcen, benzus (npedcedamen Ha
HEOHKO102UHHUA UeHmbp)
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EPM 3a yporeHutanHu 3abonaBaHmsa
n cbcroAHmA (ERN eUROGEN)

Pedkume u crnoxcHU ypopexkmozeHumasHu 3ab0198aHUA Mo2am 0d U3UCKBAm Xupypauyecka
KOpeKyud, 4ecmo Nbmu No BpemMe Ha HeoHamasaHuUa nepuod uiu 8 demcmasomo. YpuHapHama
U pexanHama UHKOHMUHeHUUA Ca Cepuo3Had mexcecm 3a neduampuyHume, noopacmasawyume
U Bb3pacmHume nayueHmu. 3acezHamume 7uyd ce Hyxodsam om 00XCUBOMHU 2puxcU,
npedocmasaHU 0m MyaMuAUCUUNAUHAPHU eKunu 0m eKcnepmu, Koumo naaHupam u
U3BBbPLUBAM 0Nepayus, u Npedocmasam nNocmonepamusHad NCUXomepanesmuyHa u

ncuxosioeu4vecKa noaHpena.

ERN eUROGEN npepocTtaBA Hacoku
3a He3aBWCMMO OLIEHEHW Hal-706pu
nNpakTvkK 1 nogobpsBa CNoAeNAHeTo Ha
pe3syntatn. Mpexara npeznara 3a mobpsu
MbT Bb3MOXHOCTTA 3a Npoc/iegnaBaHe Ha
OBAr0CPOYHM pe3ynTaTh 3a naumeHTV 3a
nepuog ot 15 Ao 20 roguHn Ypes permcrepa
ERN eUROGEN.

Ta cbbupa nHdopMauma 1 Matepmanm,
KoraTto Mnceat TakMBa, paspaboTsa HoBM
KMMHWYHW HACOKW, Cb3aBa AoKkasarencrea
3a Hal-406pKn NPaKTUKK, MAeHTUOULMPA
pPasIMKMTe B HacToAWaTa KAMHUYHA
npaKkTMka, paspaboTsa nporpamu 3a
obpasoBaHue 1 oby4yeHue, onpeaena
OHEeBHWA pef 3a Hay4YHW n3cieaBaHuA
B CbTPYAHMYECTBO C NpeacTaBuUTeNn Ha
nauveHTMUTe 1M cnogenAa 3HaHuA Ypes
y4acTve BbB BMPTYyaHW KOHCyATaumm B
CPMS v ypes MynTUAVCUMNIMHAPHA EKUMA.
HoBuTe cneumanmncTv No peaxn 1 CAOXKHM
ypopeKToreHMTanHu 3abonaBanua ce
Bb3M0M3BAT OT creunduyHo obyyeHue u
MOCELLIEHMA 3a KIMHKYEeH 0bMeH, Npeanaraqn
oT nporpamarta 3a obmeH Ha ERN eUROGEN.

Hakpasa MperxaTa Cce CTPpeMun KbM
HanpeabK B MHOBALMWUTE B MeaMUMHaTa
1 KbM NogobpsBaHe Ha AMarHocTVKaTa u
NIEYEHNETO Ha NALMEHTUTE C PeaKM M CIOHHN
YpOpeKToreHnTanHu 3abonasaHns ypes
cTpateruaTa ,CnogensaHe. Mpuka. Nlevenme”.

KOOPAUHATOP HA MPEXATA

Radboud University Medical
Center, Amalia Children’s Hospital,
Nijmegen, HudepnaHdus
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CbTpyaHMYECTBO B OENCTBUE

OHnamH nnathopmmTe, TenemegmumHaTa
N UHCTPYMEHTUTE 3a eIeKTPOHHO
3[paBeonasBaHe M3MbAHABAT LieHHa pona
3a yfecHsABaHe Ha CbTpyaHMYecTBoTo. EPM
ca CBbp3aHn Ype3 cneumanmimpara T
nnatdopmMa — cmuctemMa 3a ynpasneHme Ha
KMHWYHA AaHHM Ha naupeHTuTe (CPMS), yeb
6a3mpaHo KMHUYHO CODTYEPHO MPUOHKEHNE,
MocpeACTBOM KOBTO AOCTaBYMLMTE Ha 34PaBHO
obcnyrkBaHe oT uenma EC morat aa pabotar
3ae4HO0 BUPTYASIHO, 3a Aa AvarHocTMumpart
M NeKyBaT naumeHTW C peakn, cnabo
Pa3MPOCTPaHEeHM U CIIOMHM 3a60/19BaHMA.

KoopavHaTopuTe Ha MpeMm MoraT Aa CBMKBAT
L,BUPTYaSTHM KOHCUAMYMM OT MeaMLIMHCKM
CMELMANCTV, KaTo 3a Mpernies) Ha ChCTOSHNETO
Ha naumeHTa C e onpedesnsHe Ha avarHo3a
WM NeYeHne Ce M3Mo3BaT MHCTPYMEHTU 3a
TenemMeavLmMHa. Tosa no3BosABa Ha 34paBHnTe
CNeLMaIMCTIA, KOMTO J0Cera ca pasriemaanm
PeKM M CAOMHM ClyYan B M301aumA, aa ce
KOHCYNTUPAT C KOMeru 1 Aa TbpCAT BTOPO
MHeHVe oT Kosern. OCHOBHA XapaKTepucTVKa
Ha Te3n MHCTPYMEHTW e onepaTuBHaTa
CbBMECTUMOCT.

BnarogapeHue Ha NocTuKeHnATa B obnactTa
Ha BMOEOKOHdepeHUMMTe GU3nYecKoTo
MECTOMNOMOMEHME BeYe He e Npeyka npes
paboTata B ekvnu 0T pascTosaHve. MpexuTe
M3M013BaT CbLU0 Taka cneuvanm3npaHu

CMCTeMM 3a CNofenaHe Ha TbKaHHM Npobu
nnm n3obparkeHns C BMCOKa pe3oniouma
Ha C/I0MKHW CbCTOAHWA, KOWMTO MoraT Ada ce
M3M0M3BaT M 3a Cb3daBaHe Ha apxviB OT C1y4am
3a No-HaTaTbLLUHO NpoyyBaHe. (nctemata CPMS
e obxBaHaTa oT eBpOrencKoTO 1 HALWMOHAHOTO
3aKoHOAATeNCTBO 3a 3almMTa Ha INYHUTE
[aHH1 1 NPaBOTO Ha HEMPWKOCHOBEHOCT Ha
JIMYHMA HUBOT Ha NaumeHTuTe (OP3[).

HanpwvmMep, cnea KaTo NatonornyHn mnm
PEeHTreHoBM JaHHW 6baaT crnodeneHu no
CUMYPEeH HauvH, YNeHoBeTe Ha MpexkaTa Morat
[a B1A3aT, Aa nperneaar v3obparkeHnsaTa n aa
KOMEHTMPAT B 3aTBOpeHa cpeaa. JlekysawmaAT
NeKap 0CTaBa OTrOBOPEH 3a CBOA MaLWMEHT, HO
MOXe [a Ce Bb3Mosi3Ba oT y1yrute Ha EPM
KaTo LieHeH 1 NoaKpensLy pecypc.

AcoummpaHn NapTHLOPU

EPM mnmat 3a uen ga ocurypaeBart UeHHa
nobaBeHa CTOMHOCT 33 BCUMYKM AbpKaBy —
yneHkm Ha EC. MprnokimMoTo 3aKoHoaaTeNCcTBo
no3BosiABa Ha AbprKaBW, KOMTO He ca
npeacTaBeHn B AageHa ogobpeHa EPM,
[a y4YacTBar Ype3 40CTaBuMLM Ha 34paBHO
0bcnyBaHe, KOMTO Ca orpeaeneHn oT ceouTe
ObpraBy YNeHKM 3a ,acoummpani’ nvnm
L,CbTRYAHNYeLLM" HaUMOHAHM LIEHTPOBE.

OcBeH TOBa ObpraBUTe YNEeHKM Morat
na pewart ga onpeaenAaT HaumoHaneH
KOOpAMHALUWMOHEH LIeHTBbP, KOMTO ga
0CBLLECTBABA Bpb3Ka C BCW4kM EPM. CeBeTbT
Ha ObpHaBuTe YneHKn Ha EPM yctaHoBABa
obLaTa pamKa 3a onpeaensHe 1 MHTerpupaHe
Ha Te3n B1aoBe LeHTpose B EPM. Bbrpekn
ToBa e 0cobeHo BarKHO ornpeaenaHeTo Ha
acoUMMpaH/ MapTHBOPW OT ObPHKaBUTe UIEHKM

[a Ce V3BbPLUIBA Ype3 OTKPUTH, MPo3padHi m
YCTOM4YMBM NMpoLedypr, @ BCUKmn EPM Tpabea
[0a MMart AcHa NOMTUYECKA LieN 32 aKTMBHOTO
aHraxkmMpaHe 1 y4actie Ha acoummpaHmTe
NapTHEOPW.
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EPM 3a HeBpoMyCKynHM 3abonsaBaHusA
(ERN EURO-NMD)

HespomyckynHume 3abonasaHusa (HM3) ce npoasasam om paHHa demcKa 8b3pacm do
KbCHAa 3pA/10 8b3pACM U Ce Xapakmepu3upam ¢ MycKyaHa ciabocm u cmonsasaHe Ha
MycKynume. Te Mo2am 0a ca C8bP3aHU U € Opya2u CUMNMOMU, BK/IIO4UMesIHO yMopda,
bosKa, ByeneHeHocm, csienoma, mpyoHo npeaablyaHe, 3ampydHeHo duLuaHe U CbpdeyHu
3abonsasaHus. lNMosevemo HM3 ca npo2pecusHuU u B00AM 00 UHBAAUOU3UPAHe, Kamo

HamaszAsam npoabﬂ%cumenHocmma U Ka4ecmasoimo Ha mwusom.

CbllecTByBaT 3HAUMTENHN NPOMNYCKM
M HEeCbOTBETCTBMA B AOCTbNa Ao
avarHocTuumpaHe n neveHue B EBpona.
Cpen 0CHOBHWUTE NpeaM3BMKaTeNCTBa 3a
nogobpABaHe Ha pesynTatnte BKAYBAT
3ab6aBAHETO Ha MPeHaco4BaHeTo OT MbpPBUYHA
rpuKa KbM cneumanmsmpaH LeHTbp m
YMPaBEHMETO Ha Npexoaa oT neamaTpuiHm
YOI KbM YOIy 3@ Bb3PacTHU.

ERN EURO-NMD obeguHaBa BoaeLn
eBPOMNeNCKM eKCNepTH, KOMTO oCUrypsBaT
Ha naumeHTUTe 4oCTbN 40 Creumanmmpani
DU UPEe3 BUPTYATHU U JIMHHI KOHCY/ITaLMM,
MpeaTa 1MMa 3a uen 4a Hamaam BPemeTo
3a nocTassAHe Ha AvarHosa, ga nogobpu
M3roTBAHETO Ha AMarHo3W 1 Aa yBenmum
[0CTbMa A0 NOAXOAALLM NeUeHHN METEKM.

lMpe3 nmbpeata nonosmHa Ha 2021 r. obuwo
12 882 HOBM MaUMEHTW Ca Ce KOHCyNTUpanm
€ NapTHLopuTe Ha EURO-NMD, a napTHeopuTe
Ca y4actBaiv B 258 KAMHWYHN M3MUTBAHNA.
Ot 2018 r. Hacam 6poAT Ha HOBMTE MaLIMEHTH,
KOHCYNTMPaHW OT NapTHEOPUTE B MpeMara,
e HapacHan ¢ 37,5 %, a y4actmeTto Ha
napTHeopuTe oT EURO-NMD B KAMHWYHK
M3MMTBaHMA ce e yBenmumno ¢ 63 %.

OcBeH TOBa MpexKaTa HenpekbCcHaTo
pa3paboTBa HOBW HACOKM M MpeaocTaBA
Ha 34pasBHuTe CNeumanicTy 1 naumeHTuTe
MHbopMaLmA 3a Han-4obpuTe NPaKTUKK,
CBbP3aHN C KOHKpPeTHOTO 3abonAsaHe.
Mo3HaHWATa, reHepypaHy U obpaboTeHn ot
MPEeXara, Ca LWMPOKO AOCTLIHW OHNaMH v Ype3
ny6AMYHO AOCTBAHM yebrHapK, KaKTo K Ype3
MHCTPYMEHTY 3a eNeKTPOHHO 34paBeonassaHe,
KaTo Hanpumep aMcKkycum B cuctemara CPMS. B
MOMeHTa Ce M3rparkaa cmcTeMa 3a ynpas/eHve
Ha 06yueHmneTo (LMS), 6asmpaHa Ha Moodle.

OcHoBaBaWkm Ce Ha CUTHOTO HaceaCcTBo Ha
CbTPYAHMYECTBOTO, MPEMKaTa NPOAb/KaBa Aa
Hacbp4aBa CbTPYAHNYECTBOTO C MoTeHLMan
3a CTUMy/IMPaHe Ha HayYHUTe 13cneaBaHuA
1 pa3paboTBaHETO Ha Tepanuu, 3a aa ce
OTrOBOPY Ha HEYA0BNETBOPEHUTE HyM AN Ha
naumeHTuTe. MpropuTeT e 1 HaCbpYaBaHETO
Ha TpaHCHaLWoHaNH1A 0bMeH Ha AaHHK ype3
eTUYHO M3ObPHKaHW, BUCOKOKAYeCTBeHM
perncTpu 1 NnatdopMm 3a 13cneaoBaTesnckm
OaHHN.

KOOPAMHATOP HA MPEXXATA

A-p TenesnHa EBaHrenucra
Sorbonne University — Pitié
Salpétriere Hospital — Assistance
Public Hopitaux de Paris, ®paHuyus
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ERN 3a opTanMonormyHm
3abonaBaHma (ERN EYE)

Pedkume opmanmonozuyHu 3abonasaHus (PO3) ca ocHOBHA Npu4uHA 3a HAPYLeHUs

B8 3peHuemo u crenoma cped deuama u nodpacmsauwiume 8 Espona. Had 900 pedku
o¢pmanmonozu4HU 3a601ABaHUA €A BNUCAHU 8 NOpMaAsad 3a pedKku 3aboi1a8aHUA U
nexkapcmseHu npodykmu cupauu (ORPHANET), cped Kourmo no-4ecmo cpeuwiaHume
3ab60/1ABaHUA Ca NU2MEeHMo3a Ha pemuHama, KoAmo ce cpewia y 1 Ha sceku 5000 dywiu,
KOKMO U HAKOU MHO020 pedKu CbCmMOAHUSA, ONUCAHU CaMO BeOHBbXC Uil 084 Nbmu B8
MeduyuHCcKama aumepamypa.

B TACHO cbTpyaHmyecTBo ¢ ePAG ERN EYE
pasrnexaia Te3n CbCTOAHWA B YeTupu
TEMATUYHU FPYyMn: peakn 3abonaBaHusa Ha
peTuHaTa, HeBpoohTaIMONOrMYHN peaKm
3ab01ABaHA, NeanaTpUYH1 0GTaIMONOrNHHM
peaKm1 3abonABaHWA 1 peaKkv NpeawecTBaLlm
4aCTUYHKM CbCToAHNA. OCBEH ToBa LWecT
MHTepAMCUMNANHAPHN paboTHu rpynu
ce 3aHMMaBaT C BbNpocu, obwm 3a
4YeTMpuTe OCHOBHW TeMW. [JombHNTENHN
paboTHW Fpynu Cce CbCpeoTo4aBar Bbpxy
cneumdryHn 061acTH, BRKOYBALLM MeHETUUHM
n3cneaBaHuA, perncTpu, nicneasaHns,
06pasoBaHue, KOMyHVKaLWK, rpymv 3a cnabo
3peHne 1 NaumeHTH, KaKTo W HaumoHanHa
MHTEerpauma.

EOMH OT Halm-BarKHUTE MHCTPYMEHTM Ha
EPM e cuctemata CPMS — UT nnatdopma
3a BMpTyasHa KavHuWKa ¢ Habop oT
naHHu, cebp3adum ¢ PO3. ERN EYE ce
CbCpeaoTo4YaBa Bbpxy NoAobpaBaHeTo
Ha OMarHoCTMUMPaHeTo W rpuKmnTe 3a
naumeHTuTe B Leana EC upe3 cBbp3BaHe
1 NpWAaraHe Ha exkcnepTHU MpPexu, obMeH

Ha 3HaHWA 1 MHbopMaLma, paspaboTBaHe
Ha obpazoBaTesiHM Nporpamm 1 Nporpamm
3a 0byueHue, KaTo Hanpumep yebrHapm
MV NporpamMa 3a enexkTpoHHO obyuyeHue,
Cb3daBaHe Ha EBponercKkn onepatmeHO
CbBMeCTUM permnctbp (REDdistry) u
pa3paboTBaHe Ha HACOKM M AOKYMEHTM 3a
006pn NPaKTUKN.

KOOPAUHATOP HA MPEXATA

npod. XeneHe fondyc
Hépitaux Universitaires de
Strasbourg, ®paHyus
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EPM 3a cmHapomMu 3a reHeTuyeH pucK
oT pa3suthe Ha Tymopu (ERN GENTURIS)

28

[eHemu4YHUMe CUHOPOMU Ha pUCKa om pa3sumue Ha mymMopu ca 3abos1AaBaHuUA, Npu Koumo
HacnedcmseHume 2eHemuyHU B8apuaHmu CUsHo Npeodpasnosia2am uHoUBudume KbM
passumue Ha mymMopu. PUCKBM om pa3sumue Ha paKk npe3 uesus ¥usom moxce da b vde do
100 %. BvnpeKu 4e uma 2071aM0 pasHoobpasue npu op2aHHUMe cucmemu, Koumo mMo2am da
6b0am 3acez2HamMu, xopama, 3ace2Hamu om me3u CbCMOAHUSA, Ca U3npaseHuU nped cXoo0HU
npedu3Buxkamesicmaa: 3abasaHe Ha dua2HO3ama, UNCA Ha NpeBeHUUs 3a nauyueHmu u
30pasu poOHUHU U HenpasusiHo fedeHue. lNoHacmosAwemM ca duazHoCmuuyupaHU camo Maskd
4acm om xopama ¢ 2eHemu4HU CUHOPOMU HA puUCKa om passumue Ha mymMopu.

ERN GENTURIS pabotu 3a nogobpssaHe
Ha MAEHTUOULMPAHETO Ha Te3M CUHOPOMM,
3a CBeadaHe 40 MMHMMYM Ha BapyaummTe
B KIMHNYHLTE pe3yTaTy, 3@ U3roTBAHe U
n3naBaHe Ha Hacokm Ha EC, 3a pa3paboTteaHe
Ha permctbpa GENTURIS, 3a nognomaraHe
Ha 13CnedBaHUATA U 3a NpeaocTaBAHe Ha
noBeye MNpasa Ha naumeHTUTe. MperkaTa
obpaszoBa 0buecTBEHOCTTA 1 34paBHUTE
cneumanucTu ypes yebcarnTta cu, KaTo
opraHusMpa pefoBHW yebuHapy 1 Kypcose
M KaTo HacbpyaBa CNogenAHeTo Ha Han-
nobpm NpakTiki B LAna Espona. e 6bae
noaobpeH KakTo BUPTYaNHWAT, Taka M IMUHWUAT

KOOPAMHATOP HA MPEXATA

npod. HukonnHe Xyrepbpyre

Radboud University Medical Center
Nijmegen, HudepnaHdusa

[0CTBMN A0 MyATUANCUMMIMHAPHW TPUMKM
3a cnofenfaHe 1 06ChKaaHe Ha CIOMHN
cnyYan. MperkaTa nosuLLIaBa KauecTBoTo U
nogobpABa Th/IKYBAHETO Ha MreHeTUYHUTE
n3cneaBaHWsA, a Taka CbLUo 1 yBenMYaBa
Yy4acTMeTo Ha NaumeHT1Te B Nporpamu 3a
KVMHAYHM NMPOYYBaHMA.

ERN GENTURIS cv cTpyaHuym ¢ apyrv EPM ¢
Len nogobpsABaHe Ha rpumTe 3a NaumeHTuTe
C FeHeTUYHM CYHAPOMM Ha PUCKa OT pasBuTHe
Ha TYMOPW, KOMTO pa3BmBaT CbCTOAHMUA,
KOWTO MOMafat B paMKMTe Ha eKCrepTHUTe
NMO3HaHWA Ha Apyra Mpexa.
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pedepeHTHa MperXa

lpo¢. XeneHe
HAongyc

[pog. XeneHe [Jongyc e npogecop no MeoUUUHCKA 2eHemuKa U KOHCY/Imadm no
MeduyUHCKa 2eHemuKa 8 YHusepcumemckama bonHuua 8 Cmpacbype (HUS) 88
®paHuusa, Kbdemo e pbKoBodumes1 Ha omaesieHuUemo No MeduUUHCKa 2eHemuKa. Ta e
KoopduHamop Ha ERN-EYE om cv3dasaHemo Ha mpexcama npe3 2017 2. u eduH MmaHdam
e buna npedcedamen Ha 2pynama Ha KoopduHamopume.

,KoopouHupaHemo Ha EPM 8
cbmpydHu4ecmaso ¢ Esponelickama
KOMUCUS e UCMUHCKO Npedu3suKamesicmaso’,
Kazea npod. Honoyc. ,Mpexcama e
U3K/I04YUMe/IHO UHOBAMUBHA U obxaawya
LUPOK Habop om UHULUUAMUBL, HOCOYeHU
KBbM epuxcama 3a nayueHmume. Tosa e
02POMHO NPedu3BUKamesicmao, HO e MHO20
BB/IHYBALLO U 30N04BaME 0a BUNCOAME HAKOU
obewyasauyu pesyamamul.”

Mpod. Jondyc e He camo pbKOBOAUTEN Ha
ERN-EYE, Ho v HacToAW npegcegaren Ha
rpynara Ha koopamHatopute Ha EPM, B koATo
yyacTBaT BCMUKM 24 KoopamHaTopw, 3a Aa
obcbaaT 06WKM Npean3BMKaTencTea u ga
06MeHsT onuT. ,[019M0 nocmuXceHue e, ye
Cneyuasucmu no pedku 0GmManmMono2u4HU
3abonasaHus om yana Espona ca ce
0b6eduHuIu N00 pbKOBOACMBOMO HA
Hawusa u3kanyumeneH u omadoadeH
ynpaseHcKu ekun®, obacHAea TA. ,0cseH
moBsa npedcmasumesnume Ha nayueHmume
BCBLUWHOCM €A 0OCHOBHU NAPMHBOPL, C KOUMO
pabomum 8 cbmpydHu4ecmao. Cmpysa Mu
ce, 4e Beye cMe HayHUsL MHO20 eouH om dpy2
U cMe nosoxcuIu ocHosume Ha bvoewyus
ycnex Ha ERN-EYE."

Not only does Prof Dollfus head up ERN-
EYE, she is also the current chair of the ERN
coordinators’ group, which brings together
all 24 coordinators to discuss common chal-
lenges and share experiences. ,Hamupame ce
Ha UHMepeceH eman om pPa3suMmUemo Ha
EPM. Moxcem Oa aHanusupame u oyeHUM
nocMuXCceHUAMa npe3 Nbpaume nem 200UHU
C U3BecmHo ydos/s1iemsopeHue, Ho ceaa
Hasu3ame 8 Hod Nepuod Ha paspacmaarqe,
KoUIMO Le U3UCKBa pasLLpeHu ynpasieHcKU
eKunu U nogeye pecypcu, 3a 0a N0ONOMo2Hem
30pasHUMe cneyuanucmu 0a npeaocmasam
BCe no-e(eKMUBHU YCry2u Ha nayueHmume
C pedKu 3ab0/19B8aHUSA" Ka3Ba TA.

OT AHyapu 2022 r. nosedyeTo EPM ca ce
paspacHanu noHe ABOMHO, Tbil KaTo ce
NpUCbedMHABAT OLLe YneHose oT LemA EC.
ViHmezpupaHemo Ha EPM 8 30pasHume
cucmemu Ha Obp#casume YieHKU, Koemo
BCUYKU HUe Ce cmpemMuM 0a nocmuaHem, e
20/19M0 npedu3sukamesicmso. ObmeHbm
Ha oby4eHue e MHO20 ycneLLeH U Noseyermno
0m Hac HenpekbCcHamo cb30asam u
axkmyaau3upam Hacoku', kassa npod. Jondyc.

,Kamo EPM Hawama yen e daHHume
30 pedkume 3abosadaHua da bvdam

CnodesIAHU Bb3MOXCHO HAL-LULUPOKO Ypes
Hapacmsawjus bpol peeucmpu, 3a da
6BOam om nosi3a KaKMo 3a navyueHmume,
maka u 3a nekapume. Vickame da 3acusium
cbmpydHudecmsomo 8 obaacmma Ha
HayyHume u3cnedsaHus 8 yesnus EC —
He camo 3a KAUHUYHU U3NUMBAHUS, HO U
30 HAYYHU U3C1e0BaHUS, BKDYUMETHO
pa3pabomku 8 0b1acmma Ha 2eHoMukama.

Mpod. Jondyc oyakBa C HeTbpreHue
cnenBalimA etan oT pasBuTMeTo Ha EPM.
,Mosama su3zusa e 3a 6e3npobriemHa,
Cb2/71acyBaHa u NPodyKmusHa ¢asa Ha
passumue Ha BCUYKU yeHmpose Ha EPM,
Kamo cblwespemMeHHo U3nb/HABaMe
MUCUAMa cu 0a ocu2ypasame 2puic 3a
BCeKu nayueHm ¢ psaoko 3abonasaHe 8 EC*
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EPM 3a Heobm4yanHm 1 peagxku
CbpaeyvH 3abonAaBaHuA

(ERN GUARD-HEART)

Pedkume cbpdeyHu 3ab01898aHUA Mo2am 0d CbnpoBoXdam YoBeKa npe3 yesnaus My
HUBOM U Ca npeduMHO 2eHemu4HU (HacsedcmaseHu) HapyLweHUs uiu maxkusd, Koumo ce
passusam no speme Ha embpuozeHe3ama (BpodeHu cbpdeyHu depekmu). Te3u CbCmoAHUA
Ce xapakmepu3upam ¢ WupoK Habop om cuMnmMoMu U NpU3HAyuU, KOUmo s8apupam He camo
om 3abonasaHe 0o 3abonAasaHe, HO U om nayueHm 0o nayueHm. Bcudku me3u cbpdeyHu
3a601ABaHUA Ca CBBP3AHU C YHUKA/IHA N00amiuBOCM KbM BHe3anHa CMbpm 8 Maada
Bb3pacm, KoAmMo 0bUKHOBeHOo HaACMBbNBA NpuU UHa4Ye 30pasu xopa.

ERN GUARD-Heart e onpegenvna cnegHute
TeMaTuYHM 061acTu: GaMUNHN eNeKTPUUECKM
6onectv Mpu geua v Bb3pacTHX, GaMuiHN
KapAanoMmonaTiv npyn Aeua v Bb3pacTHi,
CneumasniHm enekTpodM3MoNorMUHIN CbCTORHMA
npwv Aeua, BpoAeHW CbpaeyHn AedeKrTr 1
OpYrv peary CbpaedH 3abonasanma. Tesm
Temn ce 6asmpaT Ha KIMMHMYHKUTE HACOKM Ha
EBpoOneinckoTo Apy*KecTBo Mo Kapavonorua
(ESC), Ha MexkgyHapoaHaTta knacndurkaums
Ha 6bonectute (ICD10) 1 Ha ORPHANET.

MpeaTa ce cTpeMu ga nogobpu
KOOPAVHALMATA Ha eKCrepTHUTE No3HaHWA
1 pecypcuTe, 3a Aa ynecH CbBrnpaHeTo Ha
MYATUONCUANTIMHAPHM 3HAHWA, KOUTO L
6bOaT cUcTeMaTV3MPaHN 1 PasnpoCTpaHeHn
Cpea WmpoKaTa 06LecTBeHOCT.

3ApaBHM yCIyrv ce NpedocTasaT ype3 obla
nnaThopMa 3a enekTpoHHO 34paBecnassaHqe,
C KOETO Ce OCUrypABa Mo-LUMPOK A0CTbM
[0 eKCNepTHW Mo3HaHWA 3a NaumueHTUTe 1
3paBHUTe CNeLWanicTi B uana Espona. Ypes
HaCbpYaBaHe Ha No-TACHOTO ChTPYAHMYECTBO
MeXay ekcnepTtuTe ce npuagobmsat wm
CrodenAT HOBM Hay4YHW 3HaHMA B NoAKpena
Ha pa3paboTBaHETO Ha HOBM AMArHOCTUYHN
1 TepaneBTU4YHM MpoLeaypu, KakTo 1 3a
yCTAHOBABAHETO Ha HOBW PeaKM CbpaeuHN
3abonABaHnA.

npod. Aptyp Yunae
Amsterdam University Medical

Centre, Amsterdam, HudepnaHous
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EPM 3a BpoaeHn ManpopMaumm m
peaKkn MHTeNeKTyalHM yBpeXaaHuA
(ERN ITHACA)

ERN ITHACA (uHmenexkmyasnHa Hedocmamwb4YHOCT, mMesie30pase, aymu3bM U BpodeHU
aHomasiuu) npenpawia KeM ,00uceama” ¢ duazHOCMUYUpPaHemo, KOAMOo NpexcusAsam MHO20
nauyueHmu ¢ aHomasauu 8 passumuemo. Mpexcama obeduHAsa nose4e om 70 omdena

no KAUHUYHA 2eHemuKa 8 yHusepcumemcku bonHuuu 8 EC, BKmo4umeniHo ekcnepmu

no pedKu HapyuweHUA 8 HepBHO-NCUXUYeCKomo pa3sumue — 2/1a8H0 UHMesieKmyasaHa
HedocmamwbyYHOCM U pa3cmpolicmaa om aymucmuyHUA CNeKmbp — KAKMo U pedKu
MHOXCecmseHu BpodeHuU aHoMasuu.

ERN ITHACA obxBalwja KAnMHM4YHATA U
BronornHaTa/reHeTIHaTa avarHo3a Ha Tesm
aHOMaNM Ha PasBUTUETO, KOOPAMHALMATA Ha
MYATUANCLMINIMHAPHATE MUK 1 NedeHmne,
KaKTO M MpeHartanHaTta AMarHoCT1Ka u
¢detanHarta nartonorva.

PeakuTe aHOManum B pasBMTMETO 3acAraT
MHOrO [eua 1 Bb3pacTHU — Hanpumep
OKOJ10 ABa NpoLeHTa OT HOBOPOAEeHWTe ca
3acerHaTi OT MHTENEKTYasHN yBPeKaaHMA
¥ NoHe eAWH NPOLEeHT 0T Pa3CTPOMCTBO
0T ayTUCTUYHMA CNeKTbp (CbC unn b6e3
WHTENEKTYaNHM yBpexaaHna). MpnbamsutenHo
MofIoBMHATA OT NALMEHTUTE C MHTENeKTyaHM
YBPEXOaHMA 1 NOBeYe OT eAVH Ha BCEKM AeceT
C pa3CTPOVCTBO OT Ay TUCTMHYHMA CNEKTLP MMaT
MOHOMEHHO M/ XPOMO30MHO HapyLLeHue.
Bpogerwte Mandopmaumm 3acarat egHo Ha 40
6e6eT1a, HYeCTo KaTo YacT OT CI0KHM CUHAPOMM,
npwv KoUTo ce HabntaaeaT 1 HapyLleHWs B
HepBHO-NCMXYEeCKOTO pasBuTMe. Onmcanm ca
noseye 0T 5000 peakn cHApoOMa.

ERN ITHACA obeaguHaBa MeaULUNHCKM
eKCNepTV 1 NpeacTasuTenin Ha ePAG, KaTo
OCVrypABa CbBMECTHA NOAKPEna 3a KIMHUYHA
M3CNeaBaHMA, MOCTVraHe Ha KOHCEeHCYC 3a Hal-
[06pV MPAKTUKM U HACOKW, 1 NMoaobpasaHe
Ha paHHaTa OMarHoCTUKa, FPUMHKKTE 1
NIRYEHMETO Ha naumeHTuTe. MperkaTa e
Cb3dana v MeskgyHapoaHaTta bubnmoTteka
32 UHTeNEKTYaASTHW YBPEMHAAHA 1 aHOMa M
B passutmeTo (ILIAD).

MpexaTa paspaboTBa TenemegmumHa
1 TeneekcnepTM3a 3a ynecHABaHe Ha
KoNermanH1Te AMCKyCUm Mexkay HacouBaLlm
nekapu v nscnegosatenu B uenma EC
M Cb3gaBa MHCTPYMEHTW 3a obyueHne
N eNeKTPoHHO oby4yeHne 3a 34paBHM
cneunanmcTi, HecneumanmcTy n ePAG.

KOOPAUHATOP HA MPEXATA

MNpod. AneH Bepnyec

Université de Paris & Assistance
Publique-Hbpitaux de Paris,
Hépital Universitaire Robert-Debré,
Paris, ®paHuyusa
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EPM 3a HacneacTseHu MeTa6on|ATH|A

3abonasaHmAa (MetabERN)

Pedrkume HacnedcmseHu memabonumHu 3abonasaHus (HM3), koumo ca Had 1400, ca
uHOUBUAYasIHO pedKu, HO Yecmo cpewaHu. MHoz2o memabonumHu 3abonasaHus umMam
Cepuo3HU, NOHAKO2A HUBOMO3aCMpaLLaBsaLyu yCIouCHeHUA 3a nayueHmume. Te3u

CbCMOAHUA BK/1I04YBAM CMyLWeHUA 8'bB8 BCU4KU Oop2aHU, Mocam da 3acezHam Xopa Ha

BCAKAKBA B'b3pacm u ulucksam MyﬂmuaUCuUI’U'IUHCl[)HO CbmpyaHuwecmeo MQMay

Habop om cneyuaaucmu.

PaHHOTO AnarHocTMumMpaHe Moxe aa
nonobpu pesynratnte, HO caMo 5 %
0T u3BecTHUTe HM3 B MoMeHTa ca
BKJ/IOYEHWN B MPOrpamMmn 3a CKPUHUHE Ha
HoBopoaeHu B EBpona u cbluiecTeyBa
Heobxo4MMOCT OT XapMOHM3MPaHe Ha
HaumoHanHMTe NporpamMu. 3a MHOro
oT Te3n HM3 no3HaBaHeTo Ha TAxHaTa
ncTopuA, eduKacHocTTa 1 besonacHocTTa Ha
TepanumTe M AbArocpoYHOTO NpocieasBaHe
Ca HeoCTaTbYHM.

MetabERN ce onuTtBa Aa nogobpu *unsoTa
Ha xopaTa, 3acerHaTn OT Tas3u CUIHO
XeTeporeHHa rpyna 3abonsBaHma, Kato ru
pasfensa Ha cefemM OCHOBHW KaTeropum.
MpeskaTa npeacTasnsABa Ha-BceobxeaTHata,
naHMeTabonnTHa, NaHeBponencka m
OpVeHTMPaHa KbM NaLMEHTUTE MPEXHKa, KOATO
1Ma 3a Lie1 Aa NPOMEHM HaumHa, Mo Koo ce
NpeaoCcTaBAT MPYHKK 3a naumeHTuTe ¢ HM3
B EBpona.

MetabERN m3non3Ba cuctemarta 3a
ynpasJ/ieHNe Ha KAMHWUYHK AaHHW Ha
naumeHTuTe (CPMS) KaTo NnaTdopmMa 3a
npeHaco4BaHe KbM NpoLecuTe Ha B3eMaHe
Ha KNMHMYHM PeLLeHMA 1 38 HaCbp4aBaHe Ha
nporpamuTe 3a TPaHCIaUMOHHM M3CeaBaHnA
B HM3. CbC cBOA HaMbHO QYHKUMOHMPALL
eanHeH eBpPOMencKkM permctsbp 3a HM3
(U-IMD), paspaboTeH ¢ 6e3Bb3me3sgHa
nomoLy oT V3nbnHMTeNHaTa areHums Ha
EC 3a noTpebuTenuTe, 34paBeonassaHeTo,
CencKoTo CToNaHCTBO M xpaHuTe (CHAFEA),
MetabERN edeKTMBHO reHepvpa AaHHM 3a
nauveHT1Te 3a U3c/1e0BaTesICkM Lenu.
ToBa gaBa Bb3MOXHOCT 3a nodpobHa
OLleHKa Ha ecTecTBeHata uctopua Ha HM3,
KaKTO 1 3a NpoyYBaHe Ha OOMb/HUTESNHN
M3CNe0BaTesICKM BbNpPOCK, BKAIDUUTETHO
NPOCNEKTUBEH aHaM3 Ha MPEBAHTVBHUTE U
TepaneBTUUYHUTE MHTEPBEHLIMM MPW NaUMeHTH
¢ HM3. OcBeH ToBa U-IMD e nbpBMAT
perncTbp 3a HabnigeHve Ha naumeHTH bes
MHTepPBEeHLMA , KOMTO 0BxBaLLa BCUUKM Haz
1400 HM3.

KOOPAUHATOP HA MPEXXATA

npo¢. Maypuumo Ckapna
Udine University Hospital, Udine,
Umanua
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HaumoHanHu NONTUKK 3a peaKmTe

3abonABaHMA

Lvpxcasume — yvneHku Ha EC, HOcAM ocHOBHaMaA oM2a20B0OPHOCM 3a Op2aHU3UPAHemo
u npedocmasAaHemo Ha 30pasHU yc1y2u U MeOUUUHCKU 2puUXCU BbB BCAKA e0OHa 0m MmsXx.
3dpasHama noaumuka Ha EC uma 3a yen da donv/Ba HAUUOHAsIHUMeE NoAUMUKU, 0a
2apaHmupa 3awumama Ha obuwecmseHomo 30pase 8bB BCUYKU noaumuKku Ha EC u da
pabomu 3a cb3dasaHemo Ha EBponeticku 30paseH Cbio3.

Mpe3 2009 r. EBpONencKkMAT CbBET Ha
MVHCTPUTE Ha 34paBeonasBaHeTo npenopbya
[ObPHKABUTE UNEHKM @ M3rOTBAT U U3MbHAT
naaHoBe WM cTpaterun 3a nognoMaraHe
Ha naupeHTuTe ¢ pearm 3abonsaBaHmA. Tesu
nnaHose crneaBa Aa 6baaT paspaboTeHn
TaKka, Ye fa:

o PBKOBOAAT M CTPYKTYpUpAT AeNCTBMATA
M0 OTHOLLEHWE Ha peaKuTe 3abonAsaHms
B paMK1Te Ha HaLvoHaHaTa 34pasHa U1
coLmanHa cicTemMa;

° UHTErpupaT MHULUMATMBIM Ha MECTHO,
pPermoHasHoO M HauMOHaMHO HMBO B
nnaHoBe WM CTpaTerin, 3a 4a ce ocurypm
BCeobxaaTeH Noaxof;

o AedUHIPAT MPYOPUTETHW AEMACTBMA C Le/M
1 MEXaHW3MM 3a NpocedsBaHe.

Mporpamara ,EC B nogxrpena Ha 34paseTo”
3a nepmnoga 2021—2027 r. npegocTtasA
dMHaHCMpaHe 3a NPoeKTW B NMoakpena
Ha AbprKaBUTe YNEHKW 3@ U3NbAHEHME
Ha HaUMOHaNHWTEe 34paBHM NaHoBe B
CbOTBETCTBME C BM3MATA 3a EBponencku
3apaBeH cbio3. [Jo 2022 r. 23 abprKasu
yneHku (nioc Lseiuapws n Hopeerws) 6saxa
NpVienn HaUmMoHaHM 34paBHM MaHoBe 3a
pearv 3abonasaHms.
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Pakbm npu deuyama e pA0BK U ce NpoABABA Ype3 MHOXeCmBo nodsudose. BcAaka 200UHA
35 000 deya u mnadexcu ce HosoduazHocmuuupam 8 ysana Espona, a 6000 deua ymupam
0m pak u mol ocmasa sodewa Npu4UHa 3a CMbpPMHOCMMa 8 pe3yamam Ha 3ab01a8aHUSA
npu deuya Ha 8b3pacm Had 1 200uHa. [JHec 8 EBpona xcuseam nose4ye om nos0BUH MUSILIOH
dywiu, npexcusesiu paxK 8 demcKa 8 b3pacm, Kamo dse mpemu om max umMam 0b/120CPOYHU
30paBocs108HU U ncuxocoyuasaHu npobnemu, dvaxcawu ce Ha 3abosaBaHemo um.

[pe3 nocneaH1Te AeceTMneTA ce NoBMLaBa
CpefHaTa CTereH Ha NPerVBAEMOCT; 38 HAKOM
CbCTOAHWA HaNpeaAbKbT e ApaMaThyeH,
[0KaTo 3a Apyru pesyntatuTe ocTtasat
KpamHO He3a40BONMTESNIHW. 3HAUNTETHUTE
HepaBeHCTBa Npw CTerneHTa Ha MpexvBAEMOCT
CbLUO NpeAcTaBnABaT Npeam3BMKaTesncTBo,
KaTo pesyfTaTuTe ca no-owm B M3touHa
Espona.

EPM PaedCan paboTtu 3a nogobpsasaHe
Ha OOCTbMa OO0 BMCOKOKAYeCTBEHO
34paBeona3sBaHe 3a geua C pak, uMeTo
CBCTOAHME M3NCKBA CNELMaIV3MPaHM MO3HaHWA
N VIHCTPRYMEHTW, KOUTO He Ca LUMPOKOAOCTbMHM
rnopaan Masikma 6por ciydam 1 amncaTa Ha
pecypcy. MpekaTta Haarparkaa npeaxogHmre
npoeKTH, drHaHcmparnm ot EC — ENCCA,
PanCare MExPO-r-Net.

YneHoBeTe BRIOUBAT CUIHA MHTEPAKTMBHA
MpEa oT NeamuaTpuiHi BoHALM 1 OTAeNeHNs,
cneLmanmanpaHit B JIe4eHneTo Ha paKa npu
aeua v loHolm. 3aeaHo ¢ EBponeickoTo
OPYHEecTBo Mo getcka oHkonorua (SIOPE)
ca Cb34ageHy NpoTOKONM C HACOKM 3a
eBponeicka CTaHdapTHa KIMHMYHA NMPaKTVKa
(ESCP), KomTo Cnys<aT 3a obLia pepepeHLma 3a

MPeABAPUTESHIA NIEYEHVA BB BCUYK OCHOBHM
neamaTpMYHM OHKOIOMMYHK 3aBedeHus, a
BUPTYaANTHMNAT CbBET MO AeTCKa OHKOoJ10rmA
M3M0N3Ba UHCTPYMEHTU Ha @/IeKTPOHHOTO
3[paBeonassaHe 3a 06MeH Ha OnuT 1 CLBETU.
06pa3oBaHmNeTo 1 0by4eHMETo ce noaroMarar
ype3 yebuHapK, CPeLL 1 NMporpamm 3a 06MeH.

ERN PaedCan ce cTpemu Aaa nocTurHe
PaBEHCTBO B 13x04a MW PaK B A€TCKa Bb3pacT
B EBpona v ga nognoMorHe V3mb/IHEeHMETO
Ha cTpaTermnyeckuna nnaH Ha SIOPE, cnnHo
roAKpeneH oT MMCKATA 3a paKka Mo nporpama
,XOPW30HT EBpoMa“, eBponencknaA nnaH 3a
6opba ¢ parka v PapMaLeBTVYHaTa cTpaTerva
3a EBpona.

MpesaTta uMa 3a uen ga ysenuum
NpeMBAEMOCTTa NPy pPaKk B AeTCKa Bb3pacT
1 Aa noaobpy Ka4ecTBOTO Ha HMBOT 4Upe3
HacbpyaBaHe Ha CbTPYAHUYECTBOTO,
mn3cneaBaHmAaTa u obydeHmeTo, KaTo
KpalHaTta Len e HaManABaHe Ha HaCToALLMTe
HepaBeHCTBa NPU NPEeMBAEMOCTTa Ha paka
B [1eTCKa Bb3PacT W Npy Bb3MOMKHOCTUTE 3a
rofaraHe Ha 34paBHW MPUMKK B ObpHaBuTe
— yneHKkn Ha EC.

KOOPAMHATOP HA MPEXATA

npog. Pyt JlageHwanH
St. Anna Kinderspital & St. Anna
Kinderkrebsforschung, Ascmpus
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EPM 3a xenatonornyHu
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3abonaBaHmA (ERN RARE-LIVER)

Pedkume 4epHodpobHu 3abonasaHus Mo2am 0a NPUYUHAM NPo2pecusHO HOPaHABAHEe HA

YyepHusA dpob, koemo da dosede do pubpo3a u yUPo3d. YcrnoxuHeHUAMa om yupo3a Mo2am
da npedu3suKam cMBbPM U B8 MHO20 0M C/1y4aume eoduHCmMBeHoMmo epeKmuBHoO siedeHue e
mpaHcnaaHmMauyus Ha YepeH opob. Ymopama, cbpbexcbm no Koxwcama npu Xoaecmamu4Hu
cbcmosAHusA, bokama u nodysaHemo Ha Kopema npu yuCmumHU CbCMOAHUA 3HQYUMEesIHO
3acA2am Ka4yecmasomo HA ¥Uusom.

Mpu neguaTpryHM NauneHTn 3abaBaHeTo
Ha NOCTaBAHETO Ha AMarHo3a N HeycnexbT
npuv onpeaenAHeTo 1 NOCTUraHeTo Ha uesin
NpW pasBnUTVETO Ca AOMb/HUATENHM KNMto4Y0BK
baxTopK, 3aeHO C Npean3BMKaTENCTBOTO 3a
nosiaraHeTo Ha rpy-un rpes3 1HOoLeCcTBOTO.

ERN RARE-LIVER pasrnexxga Tpu Temu,
CBbp3aHM CbC 3abonaBaHNATa: aBTOMMYyHHA
YepHoapobHa bonect, MeTabonmMTHa HbyHa
aTpe3ua 1 cBbp3aHa YepHoapobHa bonect
M CTPYKTYpHa YepHoapobHa bonecT. 3a
MbpBM NbT B 061acTTa Ha YepHoAPobHMTE
3abonABaHMA MpexaTa e uHTerpmpa
Hamb/HO MPUHKMTE 3a Bb3PacTHM M 3a Aela
C GOKYC BbPXY HyKAMTE Ha NpexogHuTe
nonynaumm 1 yCnomHeHnATa 3a cemencraara
C reHeTMYHa AMarHo3a.

Pa3paboTBaHETO Ha akTyasHW HACOKM
e npuopuTeT. HacoknTe 3a rpuku,
NMOAKPeneHn oT CTaHAapPTU3MPAHeTo Ha
K/I0YOBM AMArHOCTUYHM W MPOrHOCTYHN
n3cneaBaHusa, ce peanusupar B
CbTPYAHWMYECTBO ¢ EBponeickata acoumauma
3a M3y4aBaHe Ha YepHua apob (EASL) n
EBponeiickoTo Apy*KecTBo 3a neguatpuiHa
racTpoeHTepOsIorA, XenaTosorvs 1 XpaHeHe
(ESPGHAN).

ERN RARE-LIVER vma 3a uen aa o1rosopu Ha
3HaUMMKTE NPeaM3BMKATENCTBA, CBbp3aHm C
MHPOPMMPAHOCTTA Ha SleKapuTe 3a peakuTe
YepHoAPO6HM 3ab0NABaAHMA M PaBHWA AOCTLM
00 6bp30 passMBaLLMTE Ce Bb3MOMKHOCTU
3a neveHwe.

KOOPAUHATOP HA MPEXATA

npo¢. AHcrap B. Jloze
Universitditsklinikum Hamburg-
Eppendorf, lepmaHus
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EPM 3a 3abonAaBaHuA Ha CbeauHUTeNHUTE

TbKaHW M 3a MYCKY/THO-CKeNeTHU
3abonasaHmAa (ERN ReCONNET)

Pedkume 3abon1a8aHUS HO CbeOUHUMesTHUMEe MbKAaHU U MYyCKY/IHO-CKesiemHume 3ab0198aHuUA

(rCTDs) srmto4sam pasau4HU 3a6071A8aHUA U CUHOPOMLU, KOUMO OKA3B8am 3HA4UMesiHo
B8b3delicmsue 8bpxy baazononyHuemo Ha nayueHmume. Te BKI04YBam Hac1edcmseHu
3abonAB8aHUA, cucmemMHU asmoumMyHHU 3ab0/198aHUA Kamo CUCMeMHA CK/1epo3d, CMeceHU
3ab01ABaHUA HO CbeOUHUMeIHaMa MbKaH, Bb3NaaumesiHU uduonamuyHU Muonamuu,
HedugepeHyupaHu 3a6071A8aHUA HA CbedUHUMeIHama MbKaH U aHmu@oc@onunudeH CUHOPOM.

ERN ReCONNET pa3paboTBa pamka 3a
npeaocTaBAHe Ha BMCOKOKAYeCTBEHM,
HOBATOPCKM, YCTONYMBM M CNpasBeannsum
CTaHAAPTM 3@ MPUKM 1 MPAKTUKK, KOWTO LWe
OCUMYPAT Ha eBponenck1Te nauneHTr ¢ rCTD
no-Ao6bP AOCTHN 40 34PABHU MPUMHKM.

bnarogapeHve Ha CbTpyaHMYECTBOTO MEXAY
MbIHOMPABHWTE YeHoBe, NpeacTaBuTennTe
Ha ePAG » acoummpaHuTe NapTHbLOPU,
ERN ReCONNET pa3paboTu peLeH3mpaHmi
nybamKaumm, CBbp3aHu C Han-HOBWTE HACOKM
3a KMHMYHA NPaKTVKA, HeYyA0BNEeTBOPEHUTE
Hy*On B 0by4yeHMeTo Ha naumeHTuTe,
ONTUMM3MPAHETO Ha NeYebHNTe MbTEKM 3a
naumeHTnTe 1 Bb3gencremeTto Ha COVID-
19 Bbpxy rCTD. Mpeskata e paspabotmna
M MeToA0N0rMA 3a Cb3gaBaHe Ha
opraHmM3aumMoHHM Modenu 3a ne4vebHn
MbTEKN Ha NaUMEHTM C peKkn 3abonsBaHms,
eBponencka perncTbpHa MHOPACTPyKTypa 3a
XapMOHM3MpaHe Ha AaHHWTe B 0bnacTTa Ha
rCTD, KOATO 1MMa 3a Len Aa MHTerprpa BCUYKM
CbLLECTBYBALLM 1 HOBOPa3paboTeHn perncTpu
3a rCTD B EBpona, yebuHapu 3a 34pasHu

CNEeLmanmcTy 1 NaureHT No Temun, CBbp3aHn
€ ERN ReCONNET v HenpodecvoHaHv Bepcvn
Ha HACOKM 3a KMHMYHA NMPaKTUKa.

MpeacTaBUTeNMTE Ha NAUMEHTUTE y4acTBaT
aKTMBHO BbB BCUMYKKM denHocTh Ha ERN
ReCONNET, KaTo M3mbAHABAT K/YoBa
ponA B M3roTBAHETO M MpernexaaHeTo Ha
nybavKaummn, KaTo NPeaoCTaBAT ChllecTBeHa
MHGOPMaLMA 3@ HYKAWTE Ha NAUMEHTUTe C
uen nogobpaBaHe Ha KIMHUYHUTE MbTeKn
1 nomarar 3a nogobpasaHe Ha No3HaHuATa
3a 3a60/1ABaHeTo 1 ynpasneHMeTo My. Te
y4acTBaT B 06ChHAaHMATA M NPUCHCTBAT Ha
yebmHapw, paspaboTsar HecneumanmavpaHn
BepcuM Ha nybnmkaumm, noanomarat
npoueaypuTe 3a OLEeHKa Ha HOBW YfeHoBe
1 y4acTBarT B yrnpaBfeHneTo.

TACHOTO CbTPYAHUYECTBO MEMHKAY PA3NHUTE
3aMHTEepecoBaHM CTpaHu, yyacTeallm B
Mperkata, NpeacTasnABa efHa 0T 0CHOBHUTE
nobasenHn ctomHocTM Ha ERN ReCONNET,
ype3 KoATo Lwe Npoab/ KM NofobpaBaHeTo
Ha *MBOTa Ha xoparTa, wmeeelm ¢ rCTD.

KOOPAOUHATOP HA MPEXXATA
MNpod. MapTta Mocka

Azienda Ospedaliero Universitaria
Pisana, Umanua
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CbCcpegoToyaBaHe BbpPXY
noaobpABaHeTo Ha pe3yntaTtuTe 3a
3[paBeTo Ha nauneHTuTe: ponAaTa

Ha MaUuMeHTCKUTe opraHmsaumm

EPM ca 3a naumeHTuTe. MNaumeHTCckmTe
opraHu3aumm, 1 no-cneumanHo EURORDIS
— HenpaBMUTENCTBEH Cblo3, ABMMKEH OT
nauveHT1Te, NpeacTaBnABaLL 984 naumeHTCKm
opraHM3aumm 3a pegku 3abonsasaHvA B
74 QbpraBn — UrpanAT akTMBHA posAa B
pa3paboTBaHETO Ha MpeXnTe noeeye oT
necetuneTve. 3ae4Ho Te CroMorHaxa aa
ce rapaHt1pa, Yye EPM paBat npuoputet
Ha MOBMLLIABAHETO Ha BUCOKUTE KMHNYHM
nocTmxeHna n nogobpsaBaHeTo Ha
pe3yntatiTe 3a 34paBeTo Ha NaumeHTuTe,
KaTO CblLLEBPEMEHHO Ce rapaHT1pa pasBeH
[00CTbMN [0 KaYeCTBeHW PV B LiANa EBpona.

Hue bsxme mam npu 3apaxcdaHemo Ha
udesma 8 pabomHama 2pyna HA BUCOKO
PasHULLe 3a 30pasHU Yc1y2u U MeoUUUHCKU
epuxcu, koeamo EPM 6saxa sKo4eHu 8
[upexmusama omHOCHO MpPaHC2paHUYHOMo
30pasHo 0bcyxcBaHe", Kasea ViHec EpHaHao,
pbrOBOAMTEN Ha EPM 1 Ha 3apaBeonas3sBaHeTo
B8 EURORDIS. ,Hue u3mMuHaxme 0bibe Nbim
€ ObpAucasume HneHKU U Esponelickama
KoMuCua — om 3apaxoaHemo Ha
KoHyenyuama do npespbuaHemo U 8
3aKOHOAaMes1cmB0, Npe3 MobuL3UPaHemo U
2pynupaHemo Ha sodeLume op2aHU3ayuL 8
06/10cMma Ha KAUHUYHUME U3C/1e08aHuUs, 00
3ano4BaHemo Ha detiHocmma Ha 24-me EPM,
2pyNuUpaHU 8 mepanesmu4HU 0bacmu, U ceea
2U NodKpename B8 mAxHama paboma, Kamo
CU CbMPYOHUHUM MACHO CbC 3aCMbNHULUIMEe
Ha nayueHmume u BodeLyume op2aHu3auyul
B8 0b1acmma Ha KAUHUYHUME U3C/1e08aHUS,
yqacmsauyu 8 Mpexcume.”

KaTo nocToAHeH MapTHLOP B HaCbp4aBaHeTo
Ha KoHuenuuAaTta 3a EPM EURORDIS
npoabKaea Aa paboTu € naumeHTcKaTa
06LLHOCT 3a peaKu 3abonaBaHnsa, BodeLmTe
opraHm3aumm B 0b1actta Ha KNMHUYHUTe
M3CNeABaHNA U eKMnNnTe 3a ynpasfieHue
Ha npoekTuTe Ha EPM, 3a ga rapanTmpa,
ye nauyeHTUTe pegoBHO U CUCTEMATMYHO
Y4aCTBaT B A4EMHOCTUTE W yNpaBAEHVETO Ha
EPM. Bogewmte opraHmsaumm B obnactra
Ha KNMHUYHUTE n3cnegBaHma Ha EPM un
3aCTbAHMLMTE HA NAUMEHTUTE NOCTENEeHHO
M3rparkaaT KynTypa Ha CrodeneHo iaepcTso
1 Ce yuaT KaKk Hai-gobpe Aa a1 CbTpyaHuYaT,
3a Aa rapaHtvpar, ye EPM gonpuHacAT 3a
nogobpABaHeTo Ha MMBOTA Ha xoparta,
HMBEeLLW C peaKv 3abonasaHns.

3a MHo20 pedku 3ab6019B8aHUS B8 MOMeHMaA
He cbuiecmsysam siedeHus”, obacHABa
r-ra EpHaHgo. Bbnpexu mosa Kysmypama
Ha y4eHe, KoAmo EPM 3ano4Haxa da
u3epaxcoam, eu npespbLyd 8 UHKybamop
Ha uHosdayuu. Ypes onpedensaHemo Ha
pe3yimamu 3a cneyudu4HU 3ab0/18aHUS,
Koumo mo2am da 6voam cucmemMamu4Ho
U3MepBaHU U CnodesiaHU Mexcoy pas/iuqHU
eKcnepmHuU UeHmpose u dbpxcasu, EPM we
ce dade Bb3MONCHOC 30 NodobpABaHe Ha
Ka4ecmsomo u npuemMaHe Ha onmuMasHU
MEOULUHCKU LU XUpypeuYecKU UHmepseHyuL.”

OuvakBa ce EPM ga pasuynaT nsonauvAra,
B KOATO Ca NMoCcTaBeHu 0BLLHOCTUTE C peaKm
3abonaBaHnAa, Aa NoBMWAT BUAMMOCTTA Ha

eKcrepTuTe B UAna EBpona v Aa AombiHAT
KanaumTeTa Ha HauMOoHaNHUTe 34paBHM
CMCTEMM 3@ AMArHOCTMLMPAHe, NeyeHne mn
yrnpaesieHve Ha naumeHTuTe. ,3a da moxce
mosa oa ce ciyyu 8 20a9M Mawab, mpsabsa
00 umMa ACHU U Npo3pa4yHu Nbmexu 3a
HanpasneHus. [Jupicasume YneHKU mpsabsa
0a cb30adam MexaHu3MU U NPoUecL;, Koumo
0a ynecHAm ycBoABAaHemo U NpuemMaHemo
Ha 3HaHuAama Ha EPM, Hanpumep npu
paspabomsaHemo Ha 1e4ebHU NbmeKu 3a
peoku 3a601980HUA", Ka3Ba TA.

MauneHtnTe cinHo ce HaasearT, ye EPM morat
13 OKKAT PeasHo Bb3AENCTBME BbPXY TeXHWA
WUBOT: ,06CHICOaHEMo Ha C/IONCHU C/Ty4au
U cnodesiaHemo Ha onum U eKcnepmHu
NO3HaHUA B8 pamkume Ha EPM e saxcHa
NBPBA CMBNKA, HO ObpPHCasumMe mpabsa
oa u3znosa3sam no-dobpe u No-LUPOKO
3HAaHUAMA, KOUMOo me3u Mpexcu Cb30asam
U CbXpaHasam, 3a 0a Nodobpsam xcusoma Ha
mpudecemme MuUoHa dyLul, xcuseeLu ¢
pedku 3abos1A8aHUA 8 EBpona’, [obassa ra
EpHango. Ha To3v etan Kmio4voBa pona nrpasaT
ObpreaBuTe YneHku. ,Ceea e MomeHmbm da
Hacwpyasame U NooKpename mpexcume a8
cbomBsemcmaue ¢ mexHume ambuyuu u oa
2u UHmezpupame 8 HaUUOHAIHUMe 30pasHU
cucmemu, 3a 0a nodobpuUM npexcUBAemMocmma
U Ka4ecrmsomo Ha #CUB0M HA Bb3MONCHO
Hatl-MHO20 navueHmu.”
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ERN 3a nmyHogepmuuT,
aBTOBb3NaA/INTENHN M aBTOMMYHHM
3abonaBaHmA (ERN RITA)

ERN RITA obeduHsAsa Bodewume esponelicku UeHmpoBse C eKcnepmeH onum 8
duazHoCcmuyupaHemo u sie4eHuUemo Ha peodku UMyHOos102u4HU pa3cmpoticmaa. Te cbcmasiasam
NoMeHyuUaaHo XCUB0MOo3acmpaluasalyu CbCmMOAHUSA, KOUMOo U3UCKBam MymuoucyuniuHapHu
2puUXCU Ype3 u3nosi38aHe Ha KOMN/IeKcHa dua2HOCMUYHA OUeHKa U BUCOKOCneyuau3upaHu
mepanuu. Mpexwcama pa3desia me3u CbCmMOoAHUA Ha Yemupu nodmemu unu pabomHu NomokKa:
nvpsu4eH umyHodepuuyum (ML), asmoumyHHU 3abonaBaHUA, neduampu4yHa pesmMamosio2us u
asmosb3nasaumesHu 3ab60198aHUA.

VIMyHOAOrMYHUTE Tepanum ce OTKpMBaT U
npvnarat 6bp30. TepanmaTa ¢ NoAMBaNeHTHN
MMYHOMN06YANHN NMPOMEHMU KOPEeHHO
nepcnexkTVBMTE Npes naumeHTuTe ¢ aeduumt
Ha aHTUTeNa, cneumMeUUHN aHTULMTORMHOBM
NIeYeHra MPOMEHMXA KMBOTA Ha NaLUMEeHTH
C peaK1 aBTOMMYHHW 1 aBTOBb3MaUTENHN
3abonaBaHua, a Tepanunte, 6asmpanu
Ha CTBOMIOBU KAETKM U FEHW, KONUTO
MbpBOHAYanHoO ca bunu NpeaHasHaveHm
3a MM, cera ce npunarat 3a BCUYKM
3abonsaBaHna, 0b6xBaHaTV OT MpexaTa.

MpexaTta Hagrpaxda pabortarta Ha
CbLIEeCTBYBALLNTE €BPOMENCKN HayYHU
OPYMecTBa, KoMTo ca paspaboTunu
PErMCTPU HA NAUMEHTU, KIMHUYHIA HACoKM,
M3CnenoBaTeNCcKkU CbTPyAHMYeCTBa,
obpaszoBarenHun OerHOCTU U BPB3KK C
NAaLMEHTCKM OPraH13aLmm 3a YeTUpITE NMoToKa
3abonAsaHmA.

ERN RITA paboTi 3a HamansaBaHe Ha
HEepaBHOMOCTABEHOCTTa, Npea KOATO ce
M3NpaBAT NauMeHTUTe Npu onuTa cn 3a

A0CTbN 40 ANArHOCTUYHKN mn3cnenBaHna
N MHOBATUBHM NIeYeHs, KaTo Hanpumep
BYONOrNYHM Tepanmy, 3aMecTuTeHa Tepanma
C l/IM\/HOITIOﬁyﬂVIHVI N KNeTbYHM Tepanim Kato
TpaHCnnaHTMpaHe Ha CTBOIOBK KNeTKW. TA
“Ma 3a Len [a CBbpe Beuye CbllecTByBaLm
perncTpy, Aa pa3paboTi obLL0eBponencKm
KIMMHWMYHM HACoKM, Aa Cb3aaae paboTHa rpyna
Mo reHeTVKa 3a KOHTPOJ Ha Ka4ecTBOTO Ha
TEXHOMOrNATA 3a CeKBEeHMpaHe OT CfledBallo
roKoseHre, 4a 40roBopK 0bLL MHCTPYMEHT
3a GpapMaKonormiHa 6anTenHocT Npu Tesu
peaKn CbCToAHWSA, Aa chopmmpa paboTHa
rpyna 3a npasuiHOTO M3MoJ3BaHe 1
MOHMTOPUHIa Ha BUONOrNYHWN NeYeHus
npyv UMyHHO-MeanMpaHK 3abonasanHns, Aa
obeauHy 1 noaobpy TepanumTe CbC CTBOSIOBM
KNEeTKN 1 FeHHUTEe Tepanun 3a naumeHTw,
[a Hacbpuu CbTPYAHMYECTBOTO Mexay
NaUMeHTCKM acoLmaLmm 1 da cebepe 3aeqHo
neamaTpuYHA CreumanicTi u cneumannctm
3a Bb3pPacTHM Mo YeTpuTe TeMm.

B IIOAKPCITA Ha TIALTUCHTHUTC C pCAKI/I, CAa60 PaSHPOCTPaHCHI/I U CAOXKHHU SS.GOMBS.HPU[

KOOPAMHATOP HA MPEXATA

MNpo¢. HMKo MapTuHyc Byndpaar
University Medical Center Utrecht,
HudepnaHdus
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EPM 3a TpaHcnnaHTauua npuv geua
(ERN TransplantChild)

[MeduampuyHama mpaHcnaaHmauyus (I1T), kakmo Ha opa2aru (SOT), maxka Ha xemamonoemuyHU
cmBos108uU Knemku (HSCT), e eduHcmBseHama sieqebHa npouedypa 34 HAKOJIKO peodKu
3abonasaHus. OnmumanHume c1edmpaHcnIaHMAaUUOHHU 2puXcU U3UCKBAMmM Cba/1acyBaHu
ycunusa om mynmuducyunauHapeH exun. Ced mpaHcnaaHmayuama nayueHmume ce noonaz2am
Ha XpoHUYHA UMYHOCynpecus, 3a da ce u3zbezHe 0mxBbp/iIfHe, Koemo Hasaa2a MOHUMOPUH2 3a
YCII0XCHeHUSA C1ed mpaHcnAaHmMauyuama, 3a da ce yobaxcu NpodbaXCUmeHoCmma Ha ¥ usom
u da ce nodobpu Ka4ecmBomo Ha X UBOM.

ERN TRANSPLANT-CHILD obeamHsBa exkcnepTm
B 0bnactta Ha M7 1 NoCTTpaHCNIaHTaLMOHHATA
rpvMKa, 3a Aa ce NodobpaT pesyntatmre 3a
[eLiata v TexHuTe ceMencTea. Mpexata vMa 3a
Lien Aa HaManm BpeMeTo 3a XOCrTanm3aLma
1 M3MNOA3BAHETO Ha CAOMHM U 4bAroTpanHm
neyeHua n pabotn 3a nogobpsaBaHe Ha
NCUXONOMMUECKMTE MOMOLLHW YTy Npn
nepvoda Ha nNpexon OT AeTCTBO KbM
IOHOLLIECTBO.

MpexaTa Mma 3a uen ga npegoctaBu
HAM-HOBUTE TEXHUKM N MeaNLMHCKN,
dapMaKoNorMyHM 1 TepaneBTUYHM
OOCTUXEHUA, KaTo CbLEBPEMEHHO
VIeCHABA Pa3npOCTPaHABAHETO HA HACOKM
3a XapMOHM3MPAHW KNMHWNYHW MPaKTVIKA 1
3a pa3paboTBaHETO Ha NepCoHaNM3MpaHmn
MeaVLMHCKM Fpvirki mpw [T,

ERN TransplantChild ce ommtea aa Hamanm
pasxoauTe, CBbP3aH1 C TPAHCTIAHTAUMATA,
KaTo HampvMep 3a peTpaHcnAaHTauma m
(bapMaKoNorMiHM NeYeHns, U XxapMoH13Mpa

rpvxmTe npu MNT c uen ceexgaHe Ao
MUHMYM Ha PUCKOBETE OT YCOMHEHNS Cref
TpaHcnnaHTaumsaTa. Boaelm eBponenckm
excnepti B 06nacTTa Ha negmartpuyHaTta
TpaHcnnaHTauma paboTaT 3aeaHo 3a
HaManaBaHe Ha CMbPTHOCTTa 1 BONE3HEHOCTT],
CBbp3aHa C TpaHCNAaHTaUmA Npy deuata.

[-p NMNanoMa Xapa Bera
Hospital Universitario La Paz,
Madrid, cnaHusa
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# EBponeiicka
e KoMUCKA

LlennTte Ha VASCERN BKouBaT cBbp3saHe
B MpeXKa, CrogensaHe 1 pasnpocTpaHsaBaHe
Ha eKcnepTHM 3HaHWA, NonynApM3vpaHe Ha
Har-0006py NPAKTUKK, HACOKMN U KIMHNYHN
pe3ynTati, paslmpaBaHe Ha npasata Ha
naumeHT1Te 1 NoBMLLIABaHe Ha 3HaHUATA
ype3 KAMHWUYHL 1 6A30BK N3CeA0BaTeNCKN
aenHocTw.

34paBHMTE CreumanmcTy, yydactealim
BbB VASCERN, Beye ca npegoctaBuam
obpazoBaresH1 MaTepuanu, Kato Hanpumep
yebuHapu 1 nopeauuaTta BMAeoKAMNoBe
JXandeTta 3HaHWe", KOMTo ca 40CTbMHU
OHMAMH KaKTo 3a fieKapw, Taka v 3a NauveHTw.
MpexaTta e nybamMKkyBana KOHCEHCYCHM
CTaAHOBMLLIA M MHCTPYMEHTM 33 B3eMaHe Ha
KMHUYHA PELLIEHNS, BKIIOYATESHO NALMEHTCKM
MbTEKN 1 MHGOPMALIMOHHN NCTOBE ,KaKBO
[a nMpaBuM M KaKBO Aa He npasuM®, 3a
0a npeaocTaBy CbBETU 3a MNPaBUIHOTO
AMArHoCTMLMPAHe M MPUMKKA 33 NALMEeHTU C

'\ European
Reference
Networks

peaxn 3abonasaHna. Linpposute ycnyrn B
061acTTa Ha eeKTPOHHOTO 34paBeonas3BaHe,
KaTo Hamnpumep MobMAHOTO NPUOXKEHMe Ha
VASCERN, ca pa3paboTeHu B CbTpyaHU4ecTBo
C BCVYKM EKCMepTHM LIEHTPOBE M MAUMEHTCKM
opraHm3aumm Ha ePAG. Cb3gasa ce obmeH
MEeX Iy YNeHyBalLUmTe MHCTUTYLIMK 1 MpexaTa
npoab/XKaea ga Cnogens 3HaHMA KakTo
C YeHoBeTe C1, Taka M CbC 3a4paBHUTE
cneumanmcTm 13BbH EPM.

B IIOAKPCITA Ha MALTUCHTHTC C PCAKH, CA‘J.()O PasnpoCTpaHCHU U CAOXKHH 3:160A}IBQHHH




Endo-ERN
ERKNet

ERN BOND
ERN CRANIO
ERN EpiCARE

ERN EURACAN
ERN EuroBloodNet

ERN eUROGEN

ERN EURO-NMD

ERN EYE

ERN GENTURIS
ERN GUARD-Heart
ERNICA

ERN ITHACA
ERN LUNG

ERN PaedCan
ERN RARE-LIVER

ERN ReCONNET

ERN RITA

ERN-RND
ERN Skin

ERN TransplantChild
MetabERN

VASCERN

B IIOAKPCITA Ha TTALTUCHTUTC C PCAKH, CAa60 PasnpoOCTpaHCHH U CAOJKHH 33.60A}IB3.HI/ISI

OVNPERTOPUA HA EPM

EPM 3a eHA0OKpWHHM CbcToAHMA (Endo-ERN)
EPM 3a 6b6peyHm 3abonssaHma (ERKNet)

EPM 3a peaku kocTHW 3abonasaHuna (ERN BOND)

EPM 3a yepenHonmuesn aHoManmm 1 Hapylenna Ha YHI
(ERN CRANIO)

EPM 3a peakm 1 cnoxnm enmnnencim (EpiCARE)

EPM 3a peku pakosm 3ab018BaHMA NPy Bb3pacTHUTE
(commarm Tymopm) (ERN EURACAN)

EPM 3a peKn xeMaTonornyHm 3abonsBaHms
(EuroBloodNet)

EPM 3a yporeHuTanHm 3abonsBaHms 1 CbctosaHna (ERN
eUROGEN)

EPM 3a HeBpoMycKyHM 3abonasaHma (ERN EURO-NMD)

EPM 3a odTanmonoriyHm 3abonssarma (ERN EYE)

EPM 3a cvHApoMu 3a reHeTuYeH prcK OT pasBuTVe Ha
Tymopu (ERN GENTURIS)

EPM 3a peakn, cnabo pasnpocTpaHeHn 1 CIIoMKHM
3abonaBaHWA Ha cbpueto (ERN GUARD-Heart)

EPM 3a HacneacTBeHW 1 BpoAeHW (XxpaHocMmnaTeiHm 1
CTOMaLUHO-4peBH#M) aHoMasmm (ERNICA)

EPM 3a Bpogerr MandopmaLmm 1 peaxki MHTeNeKTyaHm
yBpewaaHusa (ERN ITHACA)

EPM 3a pecrimpatopHn 3abonasarna (ERN LUNG)

EPM 3a paka npu geua (xematooHkonorus) (ERN
PaedCan)

EPM 3a xenatonoriiHm 3abonssanms (ERN RARE-LIVER)

EPM 3a 3ab0/1sBaH1A Ha CbeAMHNTETHITE ThKaH1 1 3a
MYCKY/HO-CKeneTHM 3abonasaHms (ERN ReCONNET)

EPM 3a nmyHoaeduumMT, aBTOBB3NAMTENHM U
aBTOMMYHHM 3abonaBaHMA (ERN RITA)

EPM 3a HeBposnornyHm 3abonasaHma (ERN-RND)
EPM 3a KoHKM 3abonasanma (ERN Skin)
EPM 3a tpaHcnnanTauma npu geua (ERN TransplantChild)

EPM 3a HacneacTBeHn MeTabonmTtH 3abonasaHnA
(MetabERN)

EPM 3a MmynTucncTeMHm cbaosm 3abonasanma (VASCERN)

www.endo-ern.eu
www.erknet.org

www.ernbond.eu
WWW.ern-cranio.eu
WWw.epi-care.eu

Www.euracan.eu

https://eurobloodnet.eu

WWww.eurogen-ern.eu

WWwWw.ern-euro-nmd.eu

www.ern-eye.eu

www.genturis.eu/
www.guardheart.em-net.eu
www.ermn-emica.eu

www.ern-ithaca.eu
www.ern-lung.eu
www.paedcan.ern-net.eu
www.rare-liver.eu

www.reconnet.ern-net.eu

www.ern-rita.org

www.ern-md.eu
www.ern-skin.eu

www.transplantchild.eu
www.metab.em-net.eu

www.vascern.eu

info@endo-em.eu
contact@erknet.org

https://ernbond.eu/contact/
ern-cranio@erasmusmc.nl
https://epi-care.eu/contact-us/

contact@euracan.eu
coordination@eurobloodnet.eu

eurogen@uroweb.org

info@ern-euro-nmd.eu

contact@ern-eye.eu

genturis@radboudumc.nl
contact@guardheart.ern-net.eu
ern-ernica@erasmusmc.nl

https://em-ithaca.eu/contact/
info@ern-lung.eu
empaedcan@ccri.at
ern.rareliver@uke.de

ermn.reconnet@®ao-pisa.toscana.it

contact-rita@ern-net.eu

info@ermn-rd.eu
coordination@ern-skin.eu

coordination@transplantchild.eu
https://metab.erm-net.eu/contact/

contact@vascern.eu
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3A KOHTAKT C NPEACTABUTEJIN HA EC
JInuHo
B uenma EBponeiickima Cblo3 CbLUecTByBaT CTOTULM MHGOPMaLMOHHX LeHTpoBe ,Europe Direct”. AQpecsT Ha Hal-6nm3Kkma 4o Bac ueHTHp Wwe HamepuTe
Ha yebcaia https://europa.eu/european-union/contact_bg

Mo TenedoHa MM No eneKkTpoHHa nowja

Europe Direct e cny»«6a, KOATO 0TroBapsA Ha BBbNPOCK 3a EBponenckma Chio3. MoreTe Aa ce CBbpKeTe € Tasu CyKba:
— upe3 be3nnatHnAa TenedoHeH Homep 00 800 6 7 8 9 10 11 (HAKOM onepaTopy MoMe [a TakCyBaT obawaaHeTo),
— WM CTaumoHapeH TenedoHeH Homep +32 22999696, nam

— MO eNIeKTPOHHA Nolla Ype3 dopMynApa Ha pasnonoxeHve Ha agpec https://europa.eu/european-union/contact_bg.

3A A HAMEPUTE UH®OPMALIUA 3A EC

OHnanH

MNHbopMauys 3a EBponenckmna cblo3 Ha BCUKK oduumantm enum Ha EC e Ha pasnonoxeHre Ha yebcaiiTa Europa Ha agpec
https://europa.eu/european-union/index_bg.

My6ankaummn Ha EC

MorkeTe aa maternmte v Aa nopvyarte be3nnatHu 1 nnateHy nybamkaumm Ha agpec https://op.europa.eu/bg/publications.
Peavua 6e3nnaTtHv nybavkaumm Moxe aa 6baaT nonydeHn ot ciy:kbata Europe Direct nnm oT Balums MecTeH nHGopMaLMoHeH LIeHTbp
(8. https://europa.eu/european-union/contact_bg).

MpaBso Ha EC n aoKyMeHTH Nno TemaTta

3a 4oCTbN A0 NpaBHa MHGopMauma ot EC, BKloUMTeNHO LsnoTo npaso Ha EC oT 1951 r. Hacam Ha BCU4YKKM oduumantmi e3uum, noceteTe yebcanTa EUR-Lex
Ha agpec https://eur-lex.europa.eu.

CBo60aHO AOCTBLMHM AaHHM oT EC
MopTtansT Ha EC 3a cBoboaHO AocTbNHM AaHHM (https://data.europa.eu/euodp/bg) npeaocTassa AocTbN 40 Habopw oT AaHHKM oT EC.
[aHHuTe morat ga 6baat U3TerneHn 1 13nona3BaHM NoBTOPHO 6e3MNaTHO, KAKTO 3a ThProBCKM, TaKka W 3@ HETBHPIrOBCKM LIESN.
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Bcaka 2oduHa 8 EBpona ce duazHocmuyupam nos08uH MUsIUOH OyLuU C pedxu
3a60n188aHUA. HUMOo edHa dbpxcasa He Moxce da ce cnpdsu cama ¢ mosd
npedu3suKamesicmaso.

EBponetickume pegepeHmHU Mpexcu npedcmasifasam supmyasHu Mpexcu, Koumo
0beduHsaBam exkcnepmu om yenua EC u ENNI.

3aedHo me we ce cnpasAam CbC CI0XCHU Uu pedku 3a601a8aHUA Ype3 nodobpasaHe
Ha duaz2HocmuyupaHemo u Ha docmbna 00 Cneyuanu3upaHu 2puxcU.

Share.Care.Cure.

MoBeue 3a EBponenckute pedpepeHTHU Mperu

https://health.ec.europa.eu/european-reference-networks_bg

Cnyx6a 3a nybnmkaumm
Ha EBponenckma cbto3





