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Iparioemo AAs mallieHTIB 3 PIAKICHMMHU, MAAO HOMIHMPEHUMH 1 KOMITACKCHUMH XBOP()6aMI/I

€C nmigTpMye NauieHTIB, AKI CTpaxKaaloTb
Ha pigKicHI 3axBoploBaHHA, Wob6 gaTn iM
Aonomory, Haaio i ACKpasille ManbyTHE

Sandra Gallina

[eHepanbHa dupexkmopka DG SANTE

KinbKicTb *epTB piaKicH1X XBopob 3aranioM
Be/MYE3Ha: 3a OUiHKaMK, BOHW BpPaXaoTb
3,5%-5,9% HaceneHHa ceiTy, i mwe B €EC 36
M/TH NI0AEN CTparkdalnTb Ha 0aHy 3 MoHad 6
000 oKpemux pigkricHmx xsopob.  MMpote
MOLLMPEHICTb  KOMHOI  piaKicHoi  XBOpObU
HM3bKa. B €C BM3HAYeHHs piaKicHOI XBOpobu
MOLMPIOETLCA  Ha  XBOpOOy, fka Bparkae
MeHLLe Hix 5 ocib 3 10000.

CTparkaatv Ha piaKicHe 3axBOPOBaHHA MOXKe
03Ha4aTM MaTtu po3nag, LWo Moro Ball nikap
abo HWMA MeauuHUIA MPaUiBHUK HE MOMe
BV3HAYTW. Lie MoXe 03HauaTtv i Te, Lo Bali
CMMTOMM HeMnpaBWIbHO AiarHOCTYIOTh, iHOAI
poKamy,  MOKM  BWM  CTpaKOAETe M
CriocTepiraeTe, AK CTaH BalWoro 340poB'A
noripwyetecA.  CTpakaat  Ha  pigkicHe
3aXBOPIOBAHHA YaCTO 03HAYaE He 3HaTu, LWo 3
BaMM He TaKk abo Lo pobuTi, abm nonerwmnT
6inb Ta AMCKOMPOPT. Lle MoxKe BUKMKaTU
MoYyTTA pO34apyBaHHA Ta CamOTHOCTI. Lle
MOMKE BUKMKaTK nodyTTA He3Haail.

€C niaTpMMye NauieHTiB, AKi CTparKaalnTb Ha
pigKicHi  3axBopioBaHHA, Ta  3abe3nedye
nogaHy Bapticte  €C, obegHylowm  Hawi
PECYPCH, OBMIHIOIOUMCH 3HAHHAMM | MPALIo0YM
pasoMm.

lNo-nepLue, M1 Xxo4emo 4OMOMOrTH NalieHTam
OTPMMATU  TOYHMIA  [iarHO3, AKOr0  BOHM
noTtpebytoTb. ToTiM  YMEeBHUTUCA, WO BOHM
OTPUMYIOTb  fliKyBaHHA 11 TypboTy,  sKi
[ONOMOMYTb IM MIHIMI3yBaTM AMCKOMDOPT i
ATU  AKOMOra  MOBHILLUM — RUTTAM. |,
3PELLITOI, MV XO4eMO NMPALIOBATY Pa3oM, LoD
3HaMTM Nk, CTaHOM Ha CboroAHi Hemae
BioOMMX  NiKiB  anAa 95%  pigkicHMX
3axBOPIOBaHb. 3a [OMOMOro  pilly4ymx  ain
€C, Takmx AK nepernAn GapMaueBTMYHOM
3aKOHOAABCTBA, MW MPOMOHYEMO MallieHTam
i3 piOKICHAMKX  3axBOpOBaHHAMKM  Kpallle
MambyTHE.

EBponencbKa KoMicia MiaTpyMana YicieHHi
il y chepi cmcTeM rpoMacbKoro 340poB'A M
OXOpPOHM  370poB’'A,  Wob  AonoMortm
fepraBaM-yieHaM po3pobuT HaLioHabHi
BignoBsigi, crpaterii M nnaHM. 0o HWX
Hanexwartb | Aywe yCnilHi - EBPONenchKi
nosiakoBi  (pedepeHTH)  Mepewi  (ERN),
3anoyatkosaHi B 2017 pouj, wob ob’egHatn
3HaHHA | pecypav A4 BUPILLEHHA MUTaHb
LLIOAO0 PIAKICHMX | CKNAAHMX XBOPOO, @ TaKoMK
Y MeaudHnX chepax, e eKCrepTHi 3HaHHA €
piOKICHAMK.  €BpOMencbKa KoMicia Bigirpana
dyHOAMEHTa/IbHY POSib Y CTBOPEHHI PamoK
anAa ERN, Hagatoum rpaHT Ana nigTpyMaHHa
MEpeX, KoopaMHaTopiB i TexHiYHMX
MEpEeKeBNX 3acobiB.

ERN — we BipTyaneHi Mepexi, Aki crioyyaioTb
HafaBa4iB MeduYHOl  [0MOMOrM, MeauuHMX
nMpauiBHVKIB Ta opraHizauii naudieHTiB  Ha
Teputopil Bckoro €C i Hopeerii. Ha nigcrasi
[vpektvei EC Mpo TPaAHCKOPAOHHY OXOPOHY
300poB'a, ERN € ogHuM i3 Hambinblumx
[OCATHEeHb  CMiIbHOTM 3 MATaHb  PIAKICHWX
3axBopioBaHb Yy E€BPOMi M CT/M HATXHEHHAM
anA  gim ceiToBoro  MacwTaby  3aBasku
3yaMNnAM  HafasadiB - MeaudHol  4OMoMOr,
opraHi3auin nawieHTis, EBPOMECHKOI KOMICHT Ta
nepras-yneHis €C.

HogHa KpaiHa camoTyXKM He Mae A0CTaTHBO
3HaHb Ta MOMJ/IMBOCTEM BWIKYBATW  BC
piOKICHI 1 CKNaOHi 3axBOploBaHHA. 3aBAsKM
ERN naujeHtv B ycbomy €C MaioTb 4oCTyn A0
HaMKpaLWWX  HasABHMX  EeKCMepPTHUX  3HaHb.
Yepe3 Ui Mepexi daxiBui 3B'A3yI0TbCA 3
MaLiEHTOM, M OCTaHHbOMY He MOTPIbHO iXaTn
00 daxiBUiB, AKi MOXKyTb NMepebyBaTi AaneKo.
€sponercekmin Colo3 06'edHye BCiX B oaHe
uine, 3abe3nedyloun Harbinblly B3aeMoAilo
MiXK JepraBamy-4iieHamm Ta 3a0Xo4dylodm 40
06MiHY 3HaHHAMM 1 pecypcamm.



CtaHoM Ha cborodHi icHyioTb 24 ERN i3
PIOKICHMX | CKNagHWX 3axBopioBaHb, WO X
chopMyBaM  3aBAAKM MAPTHEPCTBAM  MiXK
KepIBHMKAMW  C1UCTEM  OXOPOHW  3[0POB'A,
3aXVCHMKaMKU  MauieHTiB - Ta  KepiBHWKamm
KNiHIYHOrO HanpAMy. YyKe CTBOPEHI 1 MOBHICTIO

DYHKUIOHYIoMI MepexKi MPOAOBMKYIOTb
[ocAratM  yenixy Ta  eKCepuvMeHTYIoTb i3
HOBMMM crocobamm TPaHCKOPAOHHOT
cnisrpai.

MicnA wectn pokiB icHyBaHHA, ERN Hapasi
MPOXOAATL OLiHKY. Pe3ynsTati ouiHkm 6yayTb
[OCTYyrHi HanpukiHui 2023 poky.  BoHwu
[OMOMOXYTb  BM3HAYATW  JOAATKOBI  LLAXM
BAOCKOHaeHHA modeni ERN 1a dopmyBaHHA
IXHBOrO MabyTHLOrO.

BoHM MOBHICTIO PO3KPWMIOTL CBIM MOTeHLjan
TiNbKA TOAI, KoM ByayTb BKOPIHEHI y Hali
HaLlioHa/IbHI - C1MCTEMM OXOpPOHWM  340poB'A. Y
TaKOMy pasi BOHW CMpaBA4i 3MOXYTb Matu
no3uTVBHI Hacniakm ana Bcoro €C i ByayTs
CMPOMOXHI  MpWHECTV Hagio W gornomory
MinbiMOHaM NaLiEHTIB 3 PiaKICHM XBOpobamMm
Ha Bcin Teputopii EC. Came ToMy aepraBu-
uneHn €C, Hopseria Ta YkpaiHa ob'egHanm
3yannnA 3 KoMicieto 4nA TpUpIYHOI QiANbHOCTI,
CMPAMOBAHOI  HA 3MILHEHHA LUMX Mepe,
MoYHao4m 3 KiHUA 2023 poky. LA gianeHicTb
oTpMMae Mamke 15  MinbMOHIB  €BpO
diHaHcyBaHHA Big €C.

KpiM TOro, y pamkax nporpamm «EU4Healths
Komicia mpodiHaHcyBana HoBY HW3KY rpaHiB
Ha nigtpumky ERN vy obcasi noHapg 77
MifbioHiB - €Bpo. Ll rpaHTM  OOMOMOXKyYTb
MpodiHaHCyBaTK CTBOPEHHA Ta eKcrslyarawiio
24  MOBHOUHHMX PEECTpiB  MauieHTiB 3
TMCAYaMM 3armciB, 3aBOAKU YOMY HOBI COTHI
BMNaKiB 3axBopioBaHb byae 0brosBopeHo v
MiXHapoaOHMX — rpynax 3@  AOroMorolo
creuianizoBaHoro  IT-iHCTpyMeHTy, BigoMoro
Ak «HniHYHa c1cTeMa BefieHHA MaljieHTiBs.
Meperi ERN € KnouoBuMI cyb'ekTammn 360py
[aHWX Ta HayKOBOI ChiBripavi B AOC/IAMHEHHAX
piAKiCHMX xBOpOb.

@iHaHCyBaHHA JOMOMOME TaKOK 3p0butn
OOCTYMHUMU  aKpeamTOoBaHi  HaBYasibHi
KYpCW BWCOKOrO PpiBHA O71A MeanYHMX
MPauiBHUKIB i CNpUATUME HaLaHHIO HOBWX
abo OHOBMEHMX KNiHIYHKX pexkomeHaaLin
O71A  MauieHTiB  Ta  HCTpyMeHTiB  ANA
NIATPUMKA B yXBaNEHHI KNiHIYHWX PilleHb,
Lo byge No3nTUBHUM A7 NALEHTIB.

Okpim Toro ERN, 0b'egHaBLUM eKcnepTiB i

MauieHTiB, npokfajarnTs  WnAx — 47A
KNIHIYHMX O0CNiaXeHb i
eKCrepuMeHTasIbHNX TepaneBTUYHMX

BTpy4YaHb, BUCyBawuM iX Ha nepenosy
NiHIl0  iHHOBAUiXM B 4MC/eHHMX cdepax
PiOKICHWX XBOpQb. dapmaueBTNYHI
KOMMaHIl MOXyTb Heoxo4e iHBecTyBatv B
po3pobKy  AiKiB  ANA  nauieHTiB 3
pigKicHMMK xBopoBamK, TOMy LU0 PUHOK
umx npenaparis byae BKpam 0bMereHuM.
Came ToMy KoMicia CTUMyNI0E BUPOOHWMKIB
po3pobaATK opdaHHi Nikapcbki 3acobu Ta
BMBOAMUTM IX HA pPUHOK, a TakoX
HewodaBHo  nepernaHysia  BignosigHe
3aKOHOAABCTBO 3 METOI0 MOCUMIEHHA LMX
CTUMYNIB.

3Hagobunoca binblue HisK  OECATUNITTS,
wob nponaroBaHa Mepexamm ERN iges
TPaHCKOPAOHHOrO  CniBpobiTHMUTBA B
raly3i OXopoH¥/ 340p0B'A WoA0 CKNaaHMX
i PIOKICHUX CTaHiB nyctuna napocTky i
npoknana cobi wnax 40 3aKoHo4aBCTBa
€C. HacTynHi 4oTMpX pOKM O3HAMEHYI0Tb
poKkM  KoHconigauil  ERN i IxHbOro
MilHiworo BbyAoBYBaHHA B HauioHanbHi
CUCTEMM OXOPOHM 340PpOB'A. M MOeMo
04ikyBaTK, WO edeKTnBHa AiAnbHICTb ERN
MpYHece MNO3UTWBHI 3MiHW O71A NauieHTiB,
AKI MVBYTb 3 pigKiCHMMM xBopobamy, i
ana TXHIX cimen, pO3WMpUTL
BMKOPWCTAHHA PEECTpiB Ta MornmMbuTb
3HaHHA Mpo  PpigkricHi  xBopobwu cepen
LUIMPOKOT rPOMaCbKOCTI.

Sandra Gallina

leHepanbHa dupekmopka DG SANTE

Motpeba y MOCMNEHHI  EBPOMEMCHKOT
KoopauHauili B rasysi OXOpoHW 340POB'A
3poctag, | camMe TOMy B OCHOBI

npeacTasneHoro KoMiCield 3aKOHOMPOEKTY
— pepani 6inble 6araHHA 36yayBaTy
MilUHMA  EBPOMENCBRNA  COI03  OXOPOHM
340pOoB'A.

HacTynHun eTan po3BUTKY Meperk MOBMHEH
NMPUCKOPUTY Lie pyX 3 MEeTOK MOSIIMLIeHH:A
pe3ynbTartiB ANAa NauieHTiB i po3LUmMpeHHA
TPaHCKOPAOHHOrO  CMiBpobiTHMLTBA B
ranysi OXOPOHM 300pOB'A, 11106
3abe3neunT MoBHWMIM MOTEHUian cucTemu
ERN go 2030 powry. HMuTtTA 3 pigkicHowo
xBopobolo He Mae OyTM  HUTTAM 3
HEeBWM3HAYeHICTIo [1{eJa(e} AiarHOCTVKK,

oornAdy Ta NikyBaHHA, a LWe uTTa 3
piaKicHolo xBopoboio y oAHOMy pasi He
MOBWMHHO 03Ha4aTV 6opoTLOY HAOAMHL.
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lcTopiA

bydb-Aka xsopoba, wo spaxcae meHwue Hixc 5 i3 10 000 ocib y €C, sBBaxcaemscA
pidkicHoro. lMoHad 6000 pidKicHUX XB0pob MOopKaMbCA NOBCAKOEHHO20 N UMMA do

36 MinblioHis ndeli y EC.

Jlvwe B OHKOMOFIT iCHYE, HampuKniag,
Mamrke 300 pi3HWX BMAIB PiOKICHMX paKis,
i LopoKy B €BpOMi B MoHaA MiB MinbioHa
nioaen giarHoCTyoTb OAMH i3 HUX.

barato 3 Twux nwogen, AKWMX Bpaswnia
pigKkicHa abo cknagHa xBopoba, He MaloTb
[0oCTyny A0 OiarHOCTUKM i BUCOKOAKICHOMO
NikyBaHHA. Moe bpakyBaTV excnepTHWX
Ta axoBWX 3HaHb, TOMY WO KibKICTb
MauieHTiB He3HavHa.

€C i HauioHanbHi ypAaan MawTb TBepai
Hamipu noainwuTH BM3HAHHA Ta
NIKYBaHHA UWX PIOKICHUX | CKIQQHUX
3axBOpIOBaHb LLNAXOM MOCUNEHHSA
cniBnpauli Ta KoopAauHauii Ha
€BPOMENCbKOMY  piBHI 11 MigTPUMyBaHHA
HauioHanbHWX MIaHiB - WOAO  PiaKICHMX
3axBOPIOBaHb.

[OnpekTvBa Mpo  peanizauito  npas
MaUieHTIB Ha TPaHCKOPAOHHY OXOPOHY
3p0poB’a Big 2011 poky He nuvwe Aae
nauieHTam MOX/IMBICTb oTpVMaT
BiAWKOAYBAHHA 3@ MiKyBaHHA B iHLWIM
nepxasi-vneHi €C, a n nonerwye gnAa
MauieHTiB  AocTyn Ao iHdopmauii Wwoao
OXOpOHM  3740poB'A i Tak 36inbluye
KINbKICTb BapiaHTiB JlikyBaHHA.

[VpeKTBa cTana 3akoHoM y depaBax-
yneHax €Cy 2013 poui Ta 3aknana

niaBanuMHW 471A TPAHCKOPAOHHOI criBnpaui

B TaKkmx ranyssx, AK piaKiCHi
3axBopioBaHHA, ERN  Ta  enekTpoHHa
cMcTeMa OXOPOHW 340POB'A.

Y KOHTEKCTI Wi€l icTopii Ta 3-3a NiATPUMKM
Mporpamu oxopoHu 3aopos’a €C (a 3 2021
pokry «EU4Health») y 2017 podui po3noyanm
cBolo poboTy 24 EBponencobKi A0BiOKOBI
(pedepeHTHI) Meperi, Lo OXOonKTb
npnbnmsHo 900  BMCOKoCMeLianizoBaHMx
MyHKTIB  OXOpOHM  340poB'A.  BigToai
nporpamMa AonoMorfia TMcAYaM MauieHTiB
i3 PiAKICHMM i CKNagHMM
3axBopioBaHHAMY, a ERN  poswmpwunmca
TaK, WO OXOMNM0ioTb CboroaHi binblwe Hixk 1
600 nyHKTIB 0XOPOHK 340P0B’A NPUBAM3HO
3 400 nikapeHb y BCix 27 AepraBax-
uneHax i B Hopserii.

MoHaag 6000

piakicHMx xBopob, 30kbeMa

piAKiCHMX pi3HOBMAIB paKy,

MinbioHis niogen B €EC

300

ypaxawTb g0

36
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lllo Take EBponencbKi A0BIAKOBI

(pedepeHTHI) Meperi?
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EBponelicbKi 00BI0K0BI (pepepeHmMHI) Mepexci — ue BipmyarsnbHi Mepexci, ki cnoay4Yanme
Hadasa4is Medu4Hoi donoMoau, Medu4yHUX NPAyiBHUKIB ma nauieHmis no aciti mepumopir
€C i Hopsezii. BoHuU Mawomb Ha Memi npauysamu Had NUMAHHAMU CKAAOHUX | piOKICHUX
30XB0PIBAHb | CMAHIB, AKI BUMA2AKMb BUCOKOCNEUiani308aH020 NiKyBaHHA ma 06’ eOHaHHA

3HAHb | pecypcis.

HoaHa KpaiHa CamOTyXKM He Mae 40CTaTHBO
3HaHb Ta MOM/MBOCTEN, W06 BMIKyBATW BCi
piOKICHI 3axBOpioBaHHA 7 CcKNaaHi
3axBOPIOBAHHA 3 HM3bKOI MoLumMpeHicTio. ERN
[aloTb NauieHTaMm i NikapAM Ha BCi TepuTopil
€C MOWMMBICTL [OOCTyny A0 HarKpawmx
EKCMepTHMX 3HaHb Ta BYacHOro OBMiHy
3HAHHAMM, WO PATYIOTb WUTTA niogen, 6e3
HeobxigHOCTI  3AiMCHeHHA MOI3AKM B iHLLY
KpaiHy. Mepexi CNpyATb  MOLMPEHHIO
HaMHOBILLMX 3HaHb Ta [Adoceidy  Woado
piOKICHMX 3axBopioBaHb, AKi icHylTb Yy EC,
cepef nikapeHb-4neHis, 4OCNIAHVIKIB Ta rpyn
nauieHTiB.

lljo6 npoaHanizyBatv fgiarHo3 i MeToq
NiKyBaHHA nauieHTa, KoopamHatopy ERN
CKIMKaIOTL  BIpTyaslbHi  Jopagdi  rpynm

MeaMyHMX  daxiBuiB i3 Pi3HWX  AMCUMNAIH,
BMKOPUCTOBYIOUM  CriedianibHy  IT-nnatdopmy
«KniHiyHa oacteMa BeAeHHA
MaLieHTIB» (CPMS). 0broBopeHHs
BigbysaotbcA B CPMS, wo pgae 3mory
Hagasa4aMm MeauYHol 4onoMork 3 yeboro €C
npaLoBaTi PasoM OHAaMH, Wob obroBopuTh
MauieHTIB i3 PIOKICHAMKX  3aXBOPIOBAHHAMM,
3aXBOPIOBAHHAMM 3 HM3bKOKO MOLUMPEHICTIO i
CKNadHVMM 3aXBOPIOBAHHAMM, BCTAHOBUTY iX
fpiarHo3 T2 nikyBatm X,  ERN  Takox
KOOPAMHYIOTb MPOCBITHI 1 HABY&/bHI 3ax0au i
CNpuADTb  IX  MPOBEAEHHI0,  PO3pobsioTb
HacTaHoBM 3 KAIHIYHOI MPaKTVKM 1 iHLLi
JHCTPYMeHTV ANA NIATPVMKN KAIHIYHXX piLLeHb,

npawioTe  pasoM  Had BUPOBMEHHAM i
PO3MOBCIOAMKEHHAM 3HaHb yepe3
KOMYHIKaUiMHy QiANbHICTb Ta € BY3/10BUMM
NMyHKTaM1 ANA HAyKOBWUX OOCNIAMEeHb Ta
iHHOBAUin y rasy3i piaKiCHMX 3axBOpoBaHb i
CKNagHMX  3axsBopioBaHb i3 HW3bKOIO
MOLLMPEHICTIO. Okpim TOro, ERN
HanoBHIOTE peecTpn EC BMCOKOAKICHUMM
[aHuMKM - Bi4  MauieHTiB i3 pigKicHMK
3axXBOPIOBAHHAMY, CTBOPIOIOTL YHIKabHe i
HaA3BMYAMHO UiHHe OXepeno AaHux, Lob
CNPVATM  HAYKOBMM  [OCNIOKEHHAM  Ta
po3pobuTM  ANA  HACTYMHOro  MOKOMIHHA
MEeToaAM JiKyBaHHA PIOKICHUX |1 CKNagHuX
3axBOPIOBaHb.

ERN 3anyctvim B 6epesHi 2017 poky. CraHoM Ha
asorogHi icHye 24 ERN, o oxorvioiots noHag 1
600 ByCOKOTELjaNi30BaHMNX MYHKTIB MeOUHHOI
poroMorn Malbke 3i 400 fniKapeHb y BGX

nepaBax-wieHax €C Ta Hopserii Bonu
npauwioiTe 38 HW3KOID  TemaTuyHmX
HampAaMmiB, Yy TOMy  4MCni  PIAKICHI

3axXBOPIOBAHHA KiCTOK, paK y AiTen i piaKicHi
CyOMHHI  3axBopioBaHHA,  Jornomararnuv
TMcAYaM nauieHTiB vy €C, AKi CTpaxgalTb
Ha pigkicHi abo cknagHi  MopyLUeHHs
300pOB'A.

IHiuiaTvBy ERN  nigTpumyioTe  OeKinbKa
nporpam, Wo ix ¢iHaHcye €EC, y ToMy umchi
nporpama «EU4Healths, MEexaHi3M
«CnonyyeHHsa  €Bporv»  Ta  «[ OpW30OHT
€Bpona.

Hepwasu-vnenn €C  o4onioTb  npouec
ERN: BOHM BIigMOBigaldOTb 3a BW3HAHHA
LeHTPIB Ha HauioHasbHOMY PiBHI Ta 3a
HafjaHHA 3acobiB. Paga Aepas-uyneHis
BiAMOBiJaNbHA 3a PO3BMBAHHA CTpareril
€C wopo ERN, cxBaneHHA CTBOPEHHS
MEepeXK i BKMIOUYEHHA HOBWX YneHiB.

24 KoopauHaTopu ERN
cnisnpauloTb i3 rpynoto
KoopguHaTtopiB ERN (ERN-CG), sky
ctBopunm B 2017 poui. LA ctparteriyHa
rpyna BM3HA4YaEe CnifbHY MO3MUi0 LWOAO
[EKIiNbKOX KOYOBMX TEXHIUHNX "
opraHizauirHmx acnektis ERN. ERN-CG i
Pana gepraB-yneHiB TiCHO CniBMpaUiooTb
i3 pi3HMMIM pobounMK rpynamu, 3o0Kpema 3
NUTaHb HaKOMWYeHHA 3HaHb, IHTerpauil B
HauioOHaIbHi  CMCTEMWM OXOpPOHW 340POB'A,
MOHITOPWHIY, MPaBOBWX M ETUYHUX MTaHb
Ta nopag y coepi IT, AKi NnepegailoTs CBOI
npono3uuii ERN-CG i Pagi geprkas-yneHis
anA - octatodHoro  obroBopeHHAa M
yXBaneHHA pilleHb.
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ERN i3 3axBoptoBaHb KicToK (ERN BOND)

PiOKicHi 3aXB0OpBAHHA KICIMOK 0XONJ100Mb NOPYLUEeHHA GOPMYBAHHA KiCMKU, MOOesIl0BaHHS,
pemodenBaHHA ma sudasneHHA KiCmKuU, HedosliKu pe2yIAmopHUX MapLupymis 018 yux
npouecis. BoHu npu3800amb do HaHIi3My, deopmauii Kicmokx, aHomanit 3ybis, 6oni, mpiuyuH
ma iHBanidHoCmI i MOXCYMb He2amuBsHO BNIUBAMU HA HePBOBO-M'A308Y QYHKUI ma

KPOBOIMBOPEeHHA.
ERN  BOND of’egHye BCi  pigkicHi
3axXBOPIOBAHHA  KICTOK  —  BPOAXKeHi,

XPOHIYHI 11 TeHeTUYHI 3aXBOPIOBaHHA, — AKi
BparKaloTb XpALi, KICTKM i OeHTWH. 3apa3
Mepexa 30Cepey yeTbCA, L0 Mpukiagy,
Ha He3aBepLUeHoMy ocTeoreHesi,
rinodocharemivyHoMy paxiTi, 34ernneHomy 3
X-XpoMocomol, Ta axoHgpornnasii, uwo
06yMOB/IEHO MOLWMPEHICTIO 3aXBOPIOBAHHS,
BaXKKICTIO AiarHOCTyBaHHA Ta BeOeHHsA |

HOBOBBeAEHMM  BMOAMW  HeBigKIaaHO!

Tepanii. Y ™ManmbyTHboMy, Komm  Byage
BMpobneHo cucteMatuuHi nigxoan, ERN
BOND nepeige Ao poboTu 3 piaKicHILLMMM
3axBOPIOBaHHA.

Mpauooyr 3 nadieHtamn, ERN  BOND
PO3P06SIIDE  MOKA3HMKM  pe3ynbTaTiB i
[0cBigy, Wo iX MoBigOMIAIOTL NaLieHTH, a
TAKOX  HaCTaHOBM  ON1A  PO3BUTKY i
MOLUMPEHHA HaMKpaLLMX NPaKTWK. OCKiNbKM
pO3p0bunn HOBI BUAW Tepanii, Mepera Mae
Ha MeTi 3abe3neuT AN BparmeHux
MauieHTiB WBMOKMM O0CTYN A0 HAaBYaHHA.

ERN BOND Hagae MoxMBICTb po3BMBATH
HaBWuKkM uepe3 «eHealth» (enexkTpoHHa
cicTtemMa OXOPOHM 340poB'A) Ta
TenemeaMyHi nnaTtGopMn napanesnbHo i
30iMCHEHHAM poboumx Bi3UTIB,
NPOXOAXEHHAM  HaBYa/lbHWMX KypciB  Ta
OIANBHICTIO 3 MOWMWpeHHA  iHpopmalil.
Mepea Mae Ha MeTi CKOpPOTUTM uYac

L-p Nyka Canriiopri

BCTAHOB/EHHA piarHo3y LINIAXOM

3MEHLIEHHA  KIJIBKOCTI  HEHAEMHIX Opmonedu4HUL iHCMUmym im.
TECTYBaHb,  MOCTABAEHHA  TOUHILIOTO Piyuoni, , M. bonoHbs, Imaris
fiarHo3y  Ta  3aCTOCYBaHHA  HOBUMX

HUTTE3AATHMX METOAIB NiKyBaHHA.
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ERN 3 yepenHo-nmMuUb0BMX aHOManin Ta
3axBOpIOBaHb ByXa, Hoca Ta ropna (JIOP)

(ERN CRANIO)

ERN CRANIO 30cepedxcyembca Ha piOKICHUX i CKAAOHUX YepenHo-1uuyboBUX GHOMAsTAX ma
30XBOPIBAHHAX BYyXa, Hoca ma 2opna. Lji cmaHu oxonsowme 8adu MO3KY, Yepena U
061u44A, y moMy 4ucai cneyugiyHi 3aXB0pBAHHSA, MAKi AK KPAaHIOCUHOCMO3, YepenHo-
Jiuyesuli du30cmo3, He3poweHHA 2ybu U nioHebiHHA, aHomManii pomoBol NOPOXCHUHU i
3ybiB ma 3axB0pBAHHA Byxd, HOCA Ma 20pAa.

Mepera npawioe B pi3HMX chepax, y ToMy
UnCNi NoOLWMPeHHA iHbopmMauii, oLiHIOBaHHA,
e/IeKTPOHHa CMCTemMa OXOpPOHM 3[40POB'A,
HaBYaHHA, AKICTb A0MOMOrY, po3pobaeHHs
DEECTpPIB Ta BUMIPIOBAHHA pe3y/bTaTiB.

ERN CRANIO Mae Ha MeTi o06’egHaTv
eKCMepTHi 3HaHHA, O0CBI4 | pecypcy, Wo
CTOCYIOTBCA 3axBopioBaHb, 3 ycboro €C/
€EM, wob gocarm uine y cdepi 0XopoHu
3[0POB'A, AKI B iHLWOMY BWNaZAKYy MOMYTb
6yT” HeaOoCAHMMM ONA OKPeMoi KpaiHu.
Taki uini y coepi 0xopoHW 340pOB’A
OXOMJ/I0I0Th:

po3BMBaHHA KAIHIYHMX HaBWYOK,
PO3LWMPEHHA  OOCTyny  MauieHTiB 0o
BMCOKOAKICHOI  daxoBol  gonomMorn — Ta
HadaHHA  [OoCTyrny A0  BAOCKOHaNeHol
iHbopMauil  woao  AiarHosiB - MeguuHMM
nMpauiBHMKaM, nauieHTaM, ixHiM ciM'AM 1
ocobam, AKi 34iMCHIOTL A0rNAa 33 HAMM.

Tak ERN CRANIO Taxom nparte 3veHLmTy woan o ROOPAWHATOPR(-HA) MEPEMI

HepiBHICTb Yy Cdepi OXOpOoHW 340poB'A - Mpodecopka a-pka IpeH Mariliccen
LNAXOM  CTaHOAPTM3YBaHHA MPaKTUK | ) 0 0
HagjaHHA  JOCTyny A0  BMCOKOAKICHWMX . YHisepcumemcbKull Medu4HUL
Aoromory,  iHGopMauii  Ta  pecypcis yeHmp «Erasmus», M. Pommepdam,
Hadasavam MeanyHoT [0mMomoru,

nawieHTam, IxHiM ciM'AM 1 ocobaM, sKi Hidepnardu

30iMCHIOITL  AOrNa4 3@ HUMKM, Ha BCiK
TepuTopii EBporu.
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[lopaBaHHA BaApTOCTI

nawuieHTam i npodecioHanam

g,/
L @

MauieHmu 3 piOKICHUMU i CKIGOHUMU 3GXBOPIOBAHHA MOXCYMb ¥cUMmMu pokamu be3 mo4yHo20
dia2zHo3y, i maxuli docsid Moxce bymu NpUKpUM | 2HIMW0YUM 0719 NAUiEHMIB, iXHiX cimel i ocib,
AKi 30ilicHiomb o280 3a HUMU. Bazamo 3 mux, Xmo xuse 3 makuMu cmaHamu, € dimu 3
BadamMu po3BUMKY, AKi NPOX00AMb BCHO CUCMeMy 0X0pPOHU 300pP0B’A, iIHKO/IU 3MiHIYU nid Yyac
NiIKYBAHHA B8 JUMUHCMBI deKinlbKa cneuiasicmis, y nowyKax dia2Ho3y.

ERN nigsumLlyioTb piBeHb rpoMancbKoi M
npodecinHoi  06i3HAHOCTI Npo  piaKicHI
3axBOpIOBaHHA Ta MOMINWYIOTL CKAAAHI
onmcK XBopobu, NiABULLYIOUM MMOBIPHICTL
nocTaBfeHHA  LWBWAKOMO | TOYHOro
AiarHo3y Ta e@eKTVBHOro NiKyBaHHA, 3a
MOM/IMBOCTI.

Mepewi — ue nnatd¢opmMa  AnA
pPO3p0ob/eHHA HaCTaHoB, HaB4YaHHA Ta
06MiH 3HaHHAMK. ERN MOoXKyTb mocnpmaTK
npoBeeHHIo BeSIMKMX KITIHIYHMX
nocniarkeHb, 1Wob NoKpawmT PO3yMiHHA
3axBOpiOBaHb Ta PO3pPobUTM HOBI  NiKM
WwnAxoM  36mpaHHA  BenmKoro  obcAry
[aHyX Npo nauieHTi..

CTyniHb 3any4eHOCTi NauieHTIB Pi3HUTLCA
Bi4 Mepexi A0 Mepexi, ane BCi ERN
3abe3nevyioTb 40yHeHHA NpeaCTaBHUKIB
NauienHTiB, HanpWKknag, 40 po3pobnAHHA
HaACTaHOB  WOAO0  KAIHIYHWUX  MPaKTUK,
KNiHIYHMX  BMApobyBaHb Ta MapLpyTiB
HadaHHA JonoMorw.

OnAa npodecioHaniB y chepi OXOpPOHM
3p0opoB’'As ERN € Harogow BCTaHoBUTM
3B'A30K i3 daxiBuaMM-ogHOOYMUAMWM 3
ycboro €C/EENM, wo gonomMarae 3MeHLWnTm
i30/1b0BaHICTb npodecioHanis, ARY
BigyyBaloTb barato daxiBuiB i3 nuTaHb
PiIOKICHWMX 3aXBOpPIOBaHb.

Cucrema ERN rpyHTYETLCA Ha iHHOBALAX Y
chepi MeanyHMX NoCyr, WO AornoMaraioTb
po3pobnATi HoBi Mogeni nikyBaHHA Ta
3MIHIOIOTL  CMoCib, vy AKMIA  34iMCHIONTL
NiKyBaHHA, 3@ [O0MNOMOrol  pilleHb 1
iHCTpymeHTiIB  «eHealth», a  Takox
b6e3npeueaeHTHNX  MeauyHUX  pilleHb i

npunagis. ERN — ue iHkybatopy ans
pO3BMBAHHA LMOPOBMX MOCAYF, HadaHHA
aonomorn  Ta

BipTyaslbHOl  MeauyHoI
TenemMeauUmMHN.

ERN ponomaratoTb CNpuATM eKoHOMIT Bif
MaclwTabis Ta 3abe3neunTn edeKTmBHiLLe
BVMKOPWCTaHHA pecypciB, WO MO3UTUBHO
BMNMBAOTb Ha CTaNiCTb  HaLiOHAIbHWX
CUCTEM  OXOPOHM 340poB'A. Mepewi €
HAOYHMM MPUKNAAOM TOrO, YOro MOXKHA
[0CArTY Yepe3 conigapHicTb y Esponi.
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ERN 3 eHOOKpMHHKMX 3axXBOpOBaHb
(Endo-ERN)

PiOKicHi eHOOKpUHHI 3aXB0PBAHHA 0XONJ/I0IMb H)adAULWKoBYy, HedocmamHio abo
HeHanexcHy 20pMOoHasIbHy aKMUBHICMb, pe3ucmeHmHICmb 00 20PMOHIB, YMBOPeHHA |
36inbLUeHHA NyX/IUH B 0p2aHaxX eHOOKPUHHOI cuCmeMu ma 3axXB80pBaHHSA, WO BNIUBAKMb HA
eHJoKpuUHHy cucmemy. EnidemionoziyHe po3noBconeHHA Had3Bu4altiHO MiHAUBe ma
OXONJI0E HAO3BUYALIHO PIOKICHI 3aXBOPIOBAHHSA, PIOKICHI 30XBOPIBAHHA | 30XBOPIOBAHHA 3
HU3bKOI0 nowupeHicmio. lNauyieHmu, Aki cmpaxcdame Ha XB0pobu 3 HU3bKOK NOLLUPEeHICMIo,
Moxcymb nompebysamu BucoKocneuianizosaHoi donomoau bazamonpoginbHoi KoMaHOu, AKY
040J110€ eHOOKPUHOII02.

Meperxa cTBOpUAIa  BIiCIM  OCHOBHMX Endo-ERN npogossKye poboTy AeKinbKox Malous Ha MeTi 3abe3neunTn  Kpali
TeMatuyHMX rpymn, Lo OXOM/iTb BeCb EBPOMENCBbKMX  Mepex, fAKi  iCHyBaM TeH4eHUil B AiarHoCTuUI, NikyBaHHA, AKICTb
CNEeKTP BPOAXKeHWX i HabyTux cTaHiB. [o paHille, 30Kpema Tux, AKi bynn 3acHoBaHi [0MOMOrM Ta BUMIPIOBaHI pesynbTatu AnA
HUX Hanexarb: 3axBOpOBaHHA yepes €BponencbKe TOBapWCTBO nauieHTiB 3 PiAKICHUMM  eHOOKPUHHMMM
HaOHVPKOBMX 3a03, MOpPYyLUEeHHSA eHgokpuHonorii  (ESE) Ta EBponencebre 3aXBOPIOBAHHAMM, Endo-ERN Ccnpwvse
dochopHO-KanbLIEBOrO roMeocTasy, TOBapMCTBO  OMTAYOl  eHOOKPWHONOrII MYAbTUANCUMNAIHAPHI Ta TPAHCKOPAOHHIN
MOpYLUEHHA  CTATeBOr0  PO3BMTKY  Ta (ESPE), i Twx, sri byim HanpauboBaHi cniBmpaui B MWUTaHHAX  KOMMIEKCHOT
[03piBaHHA, reHeTUYHI MopyLUEeHHA 3aBAAKM AiAaM EBPOMEncbKoi cniBnpaui B aonomory, AocigXeHb Ta HaBYaHHA |,

rOMeoCTasy /I0KO3M M IHCYiHY, FEeHEeTUYHI
eHOO0KPUHHI MyXIMHK, MOPYLUEHHA poCTy Ta
FeHeTUYHI  CYHOPOMU  OMMPIHHA,  CTaHu
rinotanamo-rinodisapHoi  cictemn  Ta
MOPYLUEeHHS LWMTOBMAHOT 321034,

Mpodecop AnbbepTo M. MNepeipa
Medu4Huti ueHmp AMcmepdamMcbKo2o

yHiBepcumemy, M. AMCmepaanm,
HidepnaHdu

rasty3i HayKu i TeXHONOTIN.

pasoM i3 TuM, 3abe3neuye, W06 ronoc
nauieHTiB MoYyn.
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ERN 3 pigKicHMX | CKNagHWx eninencin

(EpiCARE)

Eninencia spaxcae woHatmMeHwe wicmb MinbloHis model y €sponi. 3a3suyad, ii niKylomb AK
€0uHy xBopoby, npome nepLui KniHi4YHIi NpoAsU y ¢opMi eninenmuyHUX HanNaodis MOXCYMb
Mamu cxoxcull xapakmep, a eninencii Moxcyme bymu cnpoBOKOBAHI HU3KOW Pi3HUX
HeBposio2iuHUX Npu4uH. Bubip Mmemody niKyBaHHSA, pe3yibmamu ma 3a2a/1bHuli Npo2Ho3
3anexwcamse 8id Npu4uH, i mo4YHUl dia2Ho3, AKWO Makull Moxc/1uBuUL, Bidi2pa€e BaC/IUBY pPO/ib.

3a HaNeKHOro NPU3HAYEHHA, TPRAMLIMHI Nikn
Bifl HanaaiB AonoMaraTb npubnmsHo 70 %
XBOpVX WK 6e3 Hamagis, odHak Aans
nauieHTiB i3 pedpakTepHol  eninencien
KNiHIYHa nepcneKkTMBa HesHadHa. JlikyBaHHA
PIOKICHMX Ta CKNaaHWX eninencin BuMarae
MYyNbTUAVCLMMMIHAPHOMO  YMpaBiHHA - Bif

noyatky. YcTtaneHi  MaplipyTM  HagaHHa
[OMOMOr Ta TiCHa CriBrpauUa 3 HanesHo
CTPYKTYPOBAHNMM HaLliOHANbHAMM

Mepexamu  OnA  JIiKyBaHHA  eninencii €
CYTTEBUMM.

Meanuni komaHam ERN EpiCARE npauiotoTs,
Wwob noninwmMTVM  AiarHoCTyBaHHA  MPUYMH
piOKICHWX eninencii i 36iNbWMTM  KiNbKiCTb
BMMAOKIB X AiarHOCTyBaHHA, MoKpalumTh
PaHHE BWUABMNEHHA MAUEHTIB i3 BUIIKOBHMMM
PIOKICHAMX  MPUYMHAMK; PO3LLMPUT OOCTYN
[0 cneuianizoBaHol  goroMory;  garni
pO3BMBaTH i po3pobnATh KNIHIYH
BMNPObYBaHHA HOBMX NiKiB B Hanadis yepe3
€Bponencery crisrnpavo y rasnysi
BMNpobysaHb woao eninencii (ECET); Hapatv
MOBHMIA 4OCTYN A0 PaHHbOI AoonepaviiHoi
OuiHKM Ta Xipyprii B pasi eninencii i
KOPUCTYBaHHA TaKNMK; NpULLBNALLNTM
00CNIAKEHHA  IHHOBAUMHMX — AiarHOCTUYHMX
iHCTPYMEHTIB Ta ETIOTPOMHMX Tepanii.

[eKkinbka pasziB  Ha MicAub Mepexka
opraHi3oBye cecii 06roBopeHHs BWNAOKIB
nauieHTiB 3a y4acTi daxisuis i3 €C y ranysi
FeHEeTUKK, Henponc1xosorii, yrmpaBiHHA
nikamMn Ta goonepauiiHol  ouiHki.  ERN
EpiCARE 3anouatkyBana Y1cieHHi 3axoam i
o0a GopMyBaHHA  3HaHb,  30Kpema
IHTEepaKTMBHI OCBITHi  BebiHapu Ta
OHOBJ/IEHHA HACTaHOB  LOA0  KAIHIYHMX
NMpaxkTVK. Mepexa cninbHO 3 iHWwuMK ERN
Ta iHiyiatvBamu, Wo ix ¢iHaHcye €C, AK-OT
€Bponencbka CcninbHa nporpaMa  Wwoao
pigricH1x 3axsopioBaHb (EJP RD), SOLVE-
RD, ERICA Ta poboui rpynm i3 HaCKpi3HWX
nMTaHb HEeBPONOriYHMX MopyLUeHb,
30KkpeMa ERN-RND i ERN EURO-NMD.

Big nmovaTky Mepexa TiCHO cniBnpauoBana

3 ycimMa BiAMNOBIAHMMM HayKoB1MM
opraHamy,  AKk-0T  MixHapogHa  nira
60poTLbU 3 eninencieto (ILAE),
€Bponencske TOBaApMCTBO ONTAYUMX
Hesponorie  (EPNS) Ta  €Bponeicbka
akagemia  Hesponorii - (EAN).  LLob6
nigBMWMTK  piBeHb  06i3HaHOCTI  WoA0
HaMKpawmMx  MPakTMK  Ta  MaplpyTiB

HaganHA gonomork, ERN EpiCARE npauioe
i3 3aXMCHMKaMM NAUeHTIB i3 EBPONENCHKMNX
rpyn 3axucty nauieHTiB - 414  BUMYCKY,
HanpvKknag,  iHGopMaLiMHMX — NNCTIBOK
LoA0 PIAKICHMX enifencin Ta KAHIYHKUX
BMNPObYBaHb, OPIEHTOBAHMX Ha NaLliEHTIB.

MNpodecop AneKcic ApuimMaHorny

Hospital Infantil Sant Joan de Déu
Barcelona, Icnanis

13
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AK 3aTBepaxyioTb ERN

Lepxcasu-yneHu sidizpaome NpoBioHy posb y po3pobieHHi U po3BuUBaHHI
€sponelicbkux dosidKoBuX (pegpepeHmHux) Mepexc. LLjob6 ompumamu cmamyc ERN,
YsieHU Mepexci 8ionosidawme Ha 020/10LWeHHA EBponelicbKoi KOMICI NPo KOHKYPC, Nic/s
4020 He3asnexwcHUl op2aH OUiHIOBAHHA OUIHIOE IXHI0 3ABKY mMa ckaadae 38im. Momim
Pada depxcas-yneHis supiluye, Yu cxsaaumu 3asa8Ky ERN.

[o crknagy Pagn geprkaB-yneHiB BXOAATb
KaHamaatm 3 ycix gepwas-yneHis €C i
Hopserii, Ta Paga gepr<as-yneHis Bigirpae
aKTMBHY pofb y po3pobneHHi cTparerii
ERN. BoHa npogoBKye  34iMCHIOBATA
MOHITOPWHI YneHiB ERN, OUiHIOE 3aABHUKIB,
AKi barkaloTb MPUEAHATUCA A0 HAABHUX
Meper, i 3atBepakye byab-AKi ManbyTHi
Mepexi. Y  pe3ynbTati  OrooLeHHs
KOHKypcy B 2019poui 6inblie Hixk 600
[04aTKOBKX HafaBadis Mean4YHOT
pornomorn 3 20 geprkas-uneHiB €EC i
Hopserii npuiHanu B ynenn ERN y 2022
pouli.

Paga gepwaB-uneHis yxBamna 18
nokasHukiB  ERN, aki  ERN nogawoTb
perynApHo. Ha ixHii OCHOBI 3A4IMCHIOITb
FPYHTOBHUIA  6©3MepepBHUA  MOHITOPUHI
ONA BUMIPIOBAHHA MOKpalleHb AKOCTI 7
pe3ynbTaTiB Ta BWCBITIOIOTE  yCMixM i
MNOTEHLINHI NaCcTKM.

Kpaihn, AKki  He  npeacTaBneHi B
3atBepaKeHmx ERN, MorkyTb bpaTth ydacts
yepes HaZaBadiB MeaWyHOI A0MOMOry, Lo
X MpU3HaYMNM IXHI  epaBu-yneHn AK
acouioBaHi abo cninbHi - HauioHaNbHI
ueHTpw. Ui adininoBaHi naptHepn MaioTb
[OCTYyN [0 HacTaHoB WOA0  HasieHol
MPaxkTVKM  OiarHoCTyBaHHA,  HaJaHHA
[0MOMOrM Ta fliKyBaHHA, Ta X 3a/1y4vainTb
0 O0CAIAHVLBKOT AiAIbHOCTI.

A

ERN nosuHHI
Bidnosidamu nesHUM
K/I040BUM KpUMepisamMm:

> OpieHTOBaHICTb Ha NaLlieHTIB,
nepebyBaHHA Nifg KAHIYHUM
yrnpasAiHHAM

> UJOHaMMeHLue].O Y/neHiB si

LLIOHANMEHLLIe 8 Kpa'I'H

> yBOpe He3asersHe OLiHIoBaHHA

> BignoBsigHICTb KpUTEPIAM MepeXKi i
Ys1eHiB

> (xBaneHHA i 3aTBeparKeHHA
HaLlioHannbHVYMK opraHamu Bnaam




European |
Commission

ITparroeMo AAst maLlieHTIB 3 PIAKICHMMM, MaAO MONIMPEHUMH i KOMITAEKCHUMH xsopoGaMu

ERN 3 xBopob HMpoK (ERKNet)

PidKicHi ma cKknadHi 3axBopBaHHA HUPOK 0XONJI00Mb LWUPOKUL CNexkmp BPOOXCeHUX,
cnadkosux i Habymux nopyuleHe. 3a ouiHKamu, wWoHatmMeHwwe dsa MinbloHU edponeliuis
Maome pIiOKICHI 3aXBOPIOBAHHA HUPOK, NPUYOMY Ha 2710Mepyaonamii ma 8pooxceHi NopyLIeHHA
6ydosu Hupok npunadae npubniu3Ho No 00HOMY MinbloHy Bunadkis. OKpiM Mo20, cNnadKosi
mybynonamii, mybynoiHmepcmuuyianbHi 3aX80pBaHHA | mpomMbomuyHi MikpoaHzionamir
npedcmasifanmb HU3KY PiOKICHUX | dyxce pidKicHUX po31adis, Lo MaKmb BUCOKY KIiHIYHY

3Ha4ywjicme.

CyvacHi QiarHOCTUYHI IHCTPYMEHTU MOXKYTb
HafdaTW UiHHY iHGopMauilo nNpo MporHo3
3axBOpIOBaHHA  Ta  MOX/MBI  MeToam
nikyBaHHA. OgHaK OocTyn 40 TecTyBaHHA
He € yHiBepcaibHVUM. Yepe3 HecBOe4YacHy
[iarHOCTMKY Ta HeBianoBigHe NiKyBaHHA
barato pigkicHMX 3axBopioBaHb  HMPOK
MPOrpecylTs 40 HUMPKOBOI HEe4O0CTaTHOCTI,
YoMy Mo¥KHa byno 61 3anobirtu.

Meta ERKNet — nokpawmt BedeHHs
MauieHTIB i3 PIOKICHMMKM 3aXBOPIOBAHHAMM
HMPOK, 0COB/MBO B HOBWMX | CKMIQAHWMX
BMMAAKaX, 3@  AOMOMOrol  OHNAMH-
KOHCyNbTauiin. Poboui rpynn  daxisuiB
MepesKi po3pobnAinTL anropuT™Mm
[iarHoCTyBaHHA Ha OCHOBI KOHCEHCYCY ANA
MauieHTiB i3 Nigo3pold  Ha  PiagKiCHI
3axXBOPIOBAHHA  HWPOK, Yy  TOMYy  YMCAi
CTaHOapTHI  KpuTepii  AanA  reHeTudHoro
TecTyBaHHA y pasi nigo3py Ha Cnagkosi
3axBOPIOBaHHA HMPOK. OKpiM Toro, poboui
rpynv  BM3HAYaKOTb  KNiHIYHI  MapLUpyTX
TepaneBTVYHOrO BeJeHHA BUMaaKiB nicna
peTenbHOr0 aHanisy [AOCTYMHVX MeToniB
NiKyBaHHSA.

OcKiNbKM 06i3HAHICTb Ta 3HAHHA MeaUYHUX
MpauiBHWKIB  MalTb BaK/IMBE 3HAYEHHA
ONA BUABMEHHA Ta MiKyBaHHA PigKICHWX
3axsopioBaHb HVpoK, ERKNet Bnposagmna
TPYPIYHY Nporpamy NicIAQMMIOMHOT OCBITU
Ha OCHOBI KAiHIYHMX TPeHiHriB, BebiHapiB
Ta  eNeKTPOHHOro HaB4aHHSA, AKa
3abe3neuye CyyacHy OCBITY LLOAO BCbOrO
CMEeKTPY PIdKICHUX 3axBOPIOBaHb  HWPOK.
YdacHWKM, AKi yCnilHO 3aBepluatb Kypc,

byayTb BM3HaHI «EBPOMENCHKIMM
daxiBuAMM 3 pIOKICHMX  3axBOpIOBaHb
HMPOK».

ERKNet ctBopvna €Bponencekun peectp
piAKiCHMX 3axsopioBaHb HWPOK — ERKReg.
Llen OHN1AMH-PEECTP MICTUTb
aemorpagiyHy  iHGopMadilo Ta  cnpuse
CMiNbHUM KNIHIYHMM O0CNIOXKEeHHAM,
BVABNAYM Koroptu nauieHTiB i3
PiAKICHMMK  3aXBOPIOBAHHAMM  HMPOK MO
BCiM €Bponi. OKpiM TOro, pPeectp MiCTUTb
CTATUCTUKY  KAIHIYHOI  epeKTUBHOCTI  Ta
MOPIBHANBHWIA  aHasli3 MOKA3HWKIB  Pi3HWX
cneuianizoBaHmMx  LeHTPIB,  MiATpVIMYO4YM
HagaHHA rapMOHI30BaHo! Ta
OMTKMI30BaHO! 4OMOMOrM Yy pasi piaKicHWX
3axBOPIOBaHb HWPOK Yy BCIX NiKapHAX i
KniHikax Meperi ERKNet.

Mpodecop PpaHy Llledep

YHisepcumemcoKa niKapHA
latidenbbepra, HimeyquHa
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ERN 3 pigKicCHMX HeBPOIOriYHMX
3axBoptoBaHb (ERN-RND)

ERN-RND Bupobnse i nowupio€e 3HaHHA mMa KoopouHye Ha0aHHA donomMo2u NAyieHMam i3
DPIOKICHUMU HeBpos102iYHUMU 3ax80opBaHHAMU (PH3), y momy vucni HadnowupeHiwi
namosno2iyHi CmaHu UeHmpasibHoi' HepBsoBsoi cucmemMu. BoHa oxonsiioe MO304YKoBi amakxcii ma
cnadkosi cnacmu4yHi napanneezii: Xsopoby aHmMiH2moHa ma iHwi xopei; 10bHo-CKpoHeBy
deMeHUuito; dUCmMOoHito, (Heeninenmu4Hi) NapoKcu3mMasbHi po31adu ma HelipodezeHepauito 3
HaKonu4YeHHAM 3as1i3a 8 MO3KY; felikoeHuegasionamii: ma amunosi NapKiHCOHIYHI CUHOpoOMU.

Mepexa 00'eQHYE eKCnepTHi UeHTpW Ta
adininoBaHMx napTHepiB y 24 KpaiHax
€Bpory, @ TaKkoX  MNpeacTaBHUKIB
nauieHTiB. BoHa  30cepedrKyeTbCcA  Ha
BUCOKOCTELiani3oBaHmnx MeAUYHNX
nocnyrax, Takux AK fiarHocTvka  3a
[OMOMOrol0  CEeKBEHYBaHHA  HACTYMHOro
MOKOAIHHSA, rMBOKa CTUMYNALIA MO3KY Ta
BMCOKOTEXHOMOMYHI  NikapceKi 3acobu, a
TAKOX Ha BUPOBNEHHi 1 MOWWMPEeHHi AK

3araslbHMX  3HaHb, TaKk | 3HaHb, L0
CTOCYI0TLCA KOHKPETHMX rpyn
3axBOPIOBaHb.

ERN-RND po3pobnse KniHiuHi HacTaHoBM
LOA0 HamKpalmx MpakTvK ONA OeAKnX
PiAKICHMX HEeBPOJIOriYHMX 3aXBOPOBaHb,

O-p Xonm I'peccHep

YHisepcumemcbKa niKapHA
TiobiHzeHa, HimeuquHa

pexkoMeHaauil Woao HarKpawmx npakTyK
HepopeabiniTadii Ta nepexigHoro
rnepiogy, a TakOX CTaHOapTV HaJaHHA
A0rnomoru, TakKi AK cKknag
MyNbTUANCUMANIHAPHUX  KOMaH4.  pynu
EKCNepTiB i3 3axBopioBaHb PO3pobNATL Ta
Y3rO4XKYI0Tb MapLUpyTv HaJaHHA
gormomory, y  TOMy  Wucii o Cxemun
[iarHOCTyBaHHA Ta anropuTMK JikyBaHHA,
a TaKkoX LWKanM  3axsopioBaHb AN
OLiHIOBAHHA Pi3HMX acneKTiB PH3.

Bunagky nauieHTiB i3 HEeBM3HA4YeHMMM
AiarHo3ammn obroBopIoioTb Yepes cucTemy
CPMS. ERN-RND € opgHieto 3 40TMpbOX
Mepex, Wo bepyTb yyacTb Yy MPOEKTI
«Solve-RD — Solving the Unsolved Rare
Diseases»  (BupilwleHHA  HeBMpiLLeHWX
NUTaHb LWOAO PiAKICHUX 3axBOpioBaHb), a

1I HaBYa/IbHO-OCBITHA MporpaMa JIexuTb B
OCHOBI HaB4YanbHoOi Mporpamu wogo PH3
O71A MeVYHMX NpaLiBHUKIB.

Mepea CnpuAe NiABWLLEHHIO FOTOBHOCTI
0o BunpobyBaHb Ta  AKOCTI  MeaWuYHOT
gonoMorn 3a gorioMoroo peectpy ERN-
RND, wo Bro4ae gaHi Mpo BCiX NAUEHTIB,
AKi cnocTepiraloTbcA B LeHTpax ERN-RND,
Ta HAOAE VYHIKbHAM OrNAg  HAABHMWX
KOropT Ha OCHOBI reHOTUNIB.

ERN-RND cniBnpauioe 3 E€BponencsKor
axKageMie Hesponorii (EAN),
€BPONEeNCbKMM  TOBAPUCTBOM  AWUTAYMX
HesposnoriB (EPNS), eBpoMnencbKo CeKLien
MiHapodHOro TOBapMCTBA A0CHIAKEHHSA
XBOPOOW MMapKiHCOHa Ta pyxoBMX po3naais
(MDS), €BPONenCcbLKoI0 denepadieto
HeBponorivHmMx  acouiauin  (EFNA)  T1a
€BponencbLKo aKaOeMieto anTayor
iHBanigHocTi  (EACD). Pa3som i3 gBoMa
iHW1MKN  «Henpo-ERN» — EURO-NMD Ta
EpiCARE — ERN-RND ctBOpWMna Aes’ATb
poboumx rpyn.
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ERN 3i cnagkoBuix | BpoarKeHmx aHoManiv
(3axBOpioBaHb OpraHiB TPaBeHHS |

LLNYHKOBO-KMLLKOoBOro TpaxTy) (ERNICA)

Mepexca ERNICA oxonsnoe 08i diazHoCcmuyYHi 2pynu: 8adu po3s8uUmkKy mpasHoi cucmemu ma
Badu po3sumkKy diappazmu i YepesHoi cMiHKU. HanpaMoK B8ad po3B8umKy mpasHoi cucmemu
CK1adaembcA 3 Homupbox poboyux 2pyn, 30cepediceHuUxX Ha 3aXBOPBAHHAX CMpasoxody,
30XBOPIOBAHHAX KULLIEYHUKA, KULLUKOBIL HedoCcmamHocmi ma 2acmpoeHmeposio2idHUX
30XBOPIBAHHAX. Y HANPAMKY B8ad po3sumky diappazMu ma 4YepesHoi CmiHKU Npayloms 08i
pobodi 2pynu, 30cepedxceHi Ha B8adax po3sumky diagppazmu ma degpexkmax YepesHoi CMiHKU.

Poboui rpynv 040/11010Tb MeaNYHI Tak ERNICA Takok nparHe 3MeHWUTM

npauiBHUKM Mepexi ERNICA Ta HepiBHICTb y Cdepi OXOpPOoHWM 340pOB'A B

NpeACcTaBHUKM naLieHTiB. Les’Aatb €sponi LL/IAXOM CTaH4apTU3yBaHHA

HampAMKiB  poboTV  CTOCyloTbCA  BCiX NPpaKkTMK i HagaHHA  gocTyny 4o Mpodecop A-p PeHe BiiiHeH
[iarHOCTUYHMX rpyn: yrpaBiHHA, BMCOKOAKICHOI  gonomory, iHbopmMauil Ta . > >
PO3MOBCIOAMKEHHA, OLIHIOBaHHSA, CTaHAapT! pecypcis HadaBayYam MeauuHol 40NoMOry, YHisepcumemcbKul Medu4HUU
MeMYHOI A0rnomoru, HaBYaHHA, nalieHTam, ixHiM ciM'AM Ta ocobaMm, fKi ueHmp «Erasmus», m.
O0CiOKEeHHA, eNeKTpoHHa 0XOpoHa 34IMCHI0I0TL  AOMNAL 3@ HWMKM, Ha BCin Pommepdam, Hidepnardu

30p0B’'A, MepuHaTasbHa MeauuMHa Ta  TepuTopii EBponi.
Mepeskesa cnisnpavs.

MeTa Meperi ERNICA — o6’eagHatv aocsia,
3HaHHA Ta pecypcu, NoB’A3aHi 3 6opoTbHoio
3 KOHKPETHMMM 3aXBOPIOBaHHAMY, 3 YCbOro
€C/EEN nna pocArHeHHA uinen y céepi
OXOPOHM 3[0POB’'A, AKi B IHWOMY BUNAAKY
MOXYTb BYTW HeaoCAHUMM AN OKpemol
KpaiHi. Taki yini y chepi 0XopoHW 340p0B’'A
OX0MnJoTb pO3BMBaHHA KIIHIYHMX
HaBWYOK, PO3LUMPEHHA AOCTyny nauieHTiB
[0 BWCOKOAKICHOI $axoBoi OoMnoMoru, a
TaKko 36inbLUeHHA obcAary iHdopMaLlil, Wo
CTOCYETbCA KOHKPeTHOro AdiarHo3y, [Ansa
MeOuYHMX  MpauiBHWKIB, MALEHTIB, IXHIX
ciMer i ocib, aki 3giMcHIolTL dornag 3a
HAMM.
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Hpau}oEMo AASL TIALLIEHTIB 3 PIAKICHUMH, MaAO TIOIIMPEHUMH i KOMIACKCHUMM XBopo6aMu

IHTerpauifa, KoopauHauia Ta cnisnpaus: >

aepxasun-ynerHn tTa ERN

Y 2022 poui do ERN npuedHanuca 620 Hosux Hadasadqis medu4Hoi donomoau (HM/). Ak
pe3ynbmam, 3a2a/1bHa KiflbKiCmb YieHis mepexci 36inbwiunaca do noHad 1 400. Lje xopowa
HOBUHA 0719 NAUiEHMIB, AKI Mmenep Mawme Kpawut docmyn do BUCOKOCNeyiani308aHuUX
MeduYHUX nocnye, Hix bydb-Konu paHiwue, ma o718 KAiHIUUCmMIB, AKi 0mpuMylms Kopucme

Bid cnisnpaui 3 iHWUMU ¢paxisuamu 3 ycbo2o0 EC ma Hopseazii.

[lpoTe  pO3WMPeHHA  TaKoX  CTBOPIOE
BUKMKYM, MOB'A3aHi 3 KOoOpAVHAUIED |
MapTHepCTBOM, i CaMe B UbOMY TMUTaHHI
Pana geprkaB-yneHiB Bigirpae BMpiLLanbHYy
ponb. Paga kepysana ERN Big MoOMeHTY ix
CTBOPEHHA: BOHa BignoBigana 3a X
3atBepaerHa y 2017 poui, Konv BOHM
bynm  CTBOpeHi, Ta 3aTBepayBaTUMe
byab-aki  MambyTtHi  gopatkoBi  ERN.
IHTerpauis  pobot ERN y HauioHanbHi

cicTeMm OXOPOHM 340poB’A Ta
3abe3neyerHHs Y3roAXKeHHA TXHIX
MpiopuUTeTiIB  TAKOX €  MNpIOPUTETHUM
3aBOaHHAM.

“Cumyayia cymmeBso 3MIHUIACA, — Kaxke
cniBronosa Pagn Oepwas yneHiB npodecop
Tinnb ®onrtneHaep. — ERN po3suHyucs i
QyHKUIOHYIOMb Y NosHomy o0bcA3i. [pyna
KoopduHamopid ~ ERN  npautwoe  Oyxce
AKMUBHO Ma e(pexkmuBHO, 0eMOHCMPYIo4U
CBOI Nepesazu AK BANC/IUBO20 NApMHepa
Padu”.

“KoopduHamopu ERN ma ixHi KomaHou
AKMUBHO BUPIWYIMb MAaxki NUMAaHHA,
AK Hatkpawi ma Hatibinbw

eKOHOMI4YHO BURIOHI cnocobu
MOHIMopuH2y epexkmusHocmi,
po3pobieHHA ma op2aHi3ayia
peecmpid  ERN, 06MiH 3HGHHAMU i
NOWUPEeHHA  3HAHb, HABYAHHA  Ma
00MPUMAHHA  BUCOKUX — emu4Hux i
npasosux cmaHoapmis,’, — [odae

npodecop donrtneHaep. — BoHu maxoxc
Bidiepanu saxcsuBy posib Yy po3pobieHHi

KniHiyHol  cucmemu BedeHHS nauieHmIs,
AKaO  Mae  BesiudesHe  3Ha4YeHHs  0JiA
3abe3nedveHHs WBUOLWIUX mMA  AKICHILUUX
digeHocmyBaHHS, JIIKYBAHHA ma
donomo2u  s00AM, WO HCUBYMb i3
DIOKICHUMU 30XBOPOBAHHAML.”

Paga Takox BignoBigae 3a 3aTBepAKeHHA
HoBmx HMJ. OcTtaHHE [AOMOBHEHHA X
nepenliky € pe3ynbTaToM pPeTesnbHOro
BiAbOpy, AKMIA PO3MOYABCA 3 OrOJIOLLIEHHS
npo KoHkypc y 2019 poui. lMpouec iwe
HinbLue yCcknagHveca yepes BUXIA
CnonyyeHoro  KoponiBctBa 3 €C i
nofdanblly BTpaTy eKcnepTHWX 3HaHe HMU,
Lo 6azyioTbcA B CnonyyeHomy
Koponiscti. 3 nosBoto HoBWx HMI vy

CKnagdi Mepex yBary 3ocepeavv  Ha
OL|iHIOBAHHI Ta  NigBULLEeHHI AKOCTI
[0noMoru, Aky HaaawTs ERN i HM.

Barknmeim e1eMeHTOM cIcTemMm
MOCTIMHOrO MoKkpalleHHA AxocTi ERN €
«AMEQUIS — Assessment, Monitoring,
Evaluation and Quality Improvement
System» (cnctema OL|iHIOBAHHS,

MOHITOPUHIY, aHanizy Ta MOKpaLLeHHs
AKOCTI). HesanesmHuin oprad 3 ouiHioBaHHA

Ta aHanisy ouiHioBatume ERN, wob
BUABMTW  IXHI MepeBarn i HeOoniKK,
npUaINAIUn yBary AyMKaMm yCix

3auikaBneHmnx  CTopiH, Yy TOMy  YuChi
nauieHTiB Ta ixHix cimMen. Paga aepras-
uneHiB BigirpasatnMe BupiLLasbHy posb
Ha LUbOMy LUMAXY, OCKiNbKM i poboTa
nonAratMMe B Y3ro4MKeHHi IEGIE
yoockoHaneHHa ana ERN ta HMI 3a
HeobxiaHoCTI.

MounHaroum 3 2022 pory, CninbHi Aaii 3
iHTerpauii ERN BumaratimyTh e binbLu
TICHOT CcniBrpaui Mix AepwaBamMu-yuneHamu,
AKI CTBOPATb CTPYKTYpPHI eneMeHTM AanAa
3abe3neyeHHs TOro, Wob y ManbyTHLOMyY
ERN  6ynm  noBHicTIO  iHTerpoBaHi B
HauioHasbHi CMCTEMM OXOPOHW 340P0B’A Ta
iAeanbHO rapMOHI30BaHi 3 EBPOMENCHKIMM
naptHepamu.  KomiciA  KoopAvHyBaTuMe
npouec, a rpyna koopauHatopis ERN
BigirpaBaTMMe BaK/IMBY poOSib Yy MOro
peanisauii. IHTerpauis, KoopauvHauia Ta
cniBnpaus 3abe3neyats ycniwHicTs ERN Ha
HaCTYMHOMY eTani IXHbOro PO3BUTKY.

‘3apa3  do npoekmy ERN  3anydeHo
binble 3ayikasneHux cmopiH, Hixc byob-
KOMIU paHiwe, y momy 4ucsli KepisHUKIB
JliKapeHb ma 2pyn i3 3axucmy iHmepecis
nayieHmia, — Kaxke npodecop
donrtneHaep. — Lle dobpe, i Ham Bapmo
padimu usomy. OOHaK depucasu-4ieHu He
MOJCYMb Bnopamucs 3 maxkum
HABAHMANCeHHAM CamMomyxcKuU. Hacmas
yac nocunumu Hawy cnisnpayo, aoxce
MIfIbKU NPAayiondu  pasoM Mu  3MOXCEeMo
ompuMamu  MaKCcUMasibHy Kopucme  8i0
npoexkmy ERN — no4YuHaHHA, AKOMY Bxce
3apa3 3a30pume yesecs ceim.”

npogecop Tinne
®olirmneHdep
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ERN 3 pecnipaTopHmx 3axBopioBaHb

(ERN LUNG)

PidKicHi i cknadHi 3axBopoBaHHA 1e2eHb nompebyoms bazamonpoginbHoi donomo2u ma
ncuxocouianbHoI NIOMPUMKU. IXHA CKAAOHICMb Moxce Bymu 3yMOBeHA 2eHemuUYHUM
MexaHi3MOoM, L0 SIeuCUMmb B 0CHOBI 3aXB0plBaHHA, abo BMopuHHUMU 3MiHaOMU ma
ypPa3ceHHAM [HLWUX cucmeM op2aHis. PaHHA diaeHocmuKka ma docmyn do cneyianizosaHor
donomozu nokpatyyrme pe3ysbmamu aAikys8aHHA baz2ambox maxkux CmaHis.

ERN LUNG oxonsioe BCi pigKkicHi Ta cknaaHi
3aXBOPIOBAHHA AMXANbHOI CUCTEMM, Y TOMY
uMcai iHTepCTUUiasibHI  3axBOPIOBaHHA
nerexb (13/1); MyKoBicLMA03; BpoHX0eKTasw,
He MoB'A3aHi 3 MyKOBICUMA030M; flereHeBy
rineptensito  (JI7); nepBuHHY  UMNiapHy
avckinesio  (NUO);,  gediumt  anbda-1
AHTUTPUNCVHY; Me30TeNlioMy Ta XPOHIYHY
OMCOYHKUIIO anoTpaHcniaHTara fereHi.

Meperka nparHe noninwyBaTM exkcnepTHi
3HaHHA B yCiM  €EBponmi 3 MeTow
MOKpPaLLeHHsA CTaHAapTie MeanyHoT
[0MOMOrW, AKOCTI MUTTA Ta NPOrHo3y ANA
BCbOr0 CMEKTPY PIiOKICHWX 3axBOploBaHb
nereHb. YneHn ERN LUNG po3pobnsioTb i
MOWMPIOIOTL ~ HACTaHOBY,  MPOCYBalOTb
CNifbHI nigxoam ao NiKyBaHHA,
PO3LUMPIOIOTL TPAHCKOPAOHHMA AOCTYN A0
OiarHOCTMKM  Ta  JiKyBaHHA,  HILiOTb

CTBOPEHHA | NigTpUMyIOTb  BeAeHHA
PEECTPIB, @ TaKoX 36MpalnTb A0CTATHBO
BeJIMKI KoropTu anA KITIHIYHMX
nocniaeHb, po3pobneHHs npenapartiB i
BVIBYEHHA nNpYpoaHoOro nepebiry
3axBOpOBaHb.

ERN-LUNG 3abe3neuye nauieHtam gocTyn
[0 MXKOMCUMNAIHAPHWX — KOMaH4,  AKi
HafalTb He3aexHi KOHCyMbTauil Wwoao
CKNagHWX BUMAOKIB OHManH 6e3
HeobXigHOCTI iXaTM [0 TOr0 uYM iHWOro
3aknagy. Lle peanisyioTs 3a 40MNOMOrolo
OHMaMH-cUCTEMM  GaxOBKMX  KOHCybTauin,
KonerianbHWUX oHNanH-0broBopeHb
BMNagKiB Ta, 3a HeobxigHoCTi,
TPaHCKOPAOHHOIO HaNpPaB/IeHHS.

MNpodecop Tomac 0. ®. BarHep

YHisepcumemcbKa nikapHA
®paHKkpypma, HimeuduHa
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ERN 3i wKipHmx 3axsoptoBaHb (ERN Skin)

bazamo 3axBoprBaHb WKIipU Mawme ceplio3Hi HACIOKU 018 NAUiEHMIB mMa MoXCymb

b6ymu noB’a3aHi 3 pu3UKOM po3BUMKY paxy. dia2HoCmuKa pioKicHUX i CKAaoHUX
30XB0OPIBAHb LUKIPU CKIAGOaEMbCA 3 NOBHO20 OUIHIOBAHHA CMAHY LWKIpU | C/IU308UX
060/10HOK, @ MAKoXC IHWUX cucmeMm, Ha dodamokK 9o bioncil wkipu. TinbKu docasid4veHi
depmMamosio2u MoXCymb PO3Pi3HUMU MAakKi CKAAoHi CmMaxu, a 8idcymHicme

KBanigiKosaHoi dia2HoCMUKU € nepeLuKodot 0J1A NIKYBaHHA. Lje Moxce cmBoposamu
ceptio3Huti ¢i3udHUl i ncuxoao2iyHUl maz2ap 078 nauieHMIs. .

Mepea ERN Skin 06’€eqHye npoBigHWX
daxiBuiB Yy Cchepi  pIOKICHMX  LLUKIPHWX
3axBOPIOBaHb AiTel i 4oPoC/ WX ANA 06MiHy
3HaHHAMY, OHOBMEHHA Ta pO3p0obseHHA
HaCTaHOB WOA0 HaVKpawyx MpakTuK,
MoKpaLleHHA npodeciHol NiAroToBKM Ta
MPOCBITW MAUEHTIB, & TaKOX CTBOPEHHA
OOCNIAHNLBKAX MPOrpam.

i metolo € MOKpaLLeHHA  opraHisauil
OXOPOHW 3[0POB'A  LLUAAXOM  06’€AHAHHA
pecypciB, y ToMy umcii nmnathopmm anAa
CniNbHOro  0BroBOPEHHA  eKcrepTamm
CKNaAHNX BMMNAAKIB. 3 METO OXOMNeHHs
KOXHOMO  3axBOPIOBaHHA [0  CKiady
OCHOBHWMX MYNbTUANCUMMITIHAPHWX KOMaH4
BXOAATb LL|OHaMMeHLe  AepMaTonor,
Me[CecTpa, NCUXomor, reHeTuK, AIETONor i
naTosior, @ TaKoX, 3a HeobxigHOCTi, iHLWi
cneuiasnictu.

ERN Skin Tako po3pobnse peectpu

PiAKICHWX 3axBopIoBaHb LUKipW,

3abe3nedyloum  MOXMMBICTL  yyacTi B

JOOCAIOHVLBKMX  MporpaMax i KAIHIYHMX MNpodecopka KpictiH bogeMep
BINPOGYBAHHAX 13 Aobpe Mepexca depxcasHux nikapeHsb
OXapakTepu3oBaHUMK  BuMagkamy,  a : .
TAKOXK  CTUMYJ/IIOBaHHA  TepaneBTUYHUX lNapuxca, AumaA4a nikapHA iM.
OOCTIAMeHs i3 JOCTaTHBO  BESMKMMMI Hexkep, ®paHuis

KoropTammn nauieHTiB. OKkpiM Toro, byge
nposefeHe KOMIr/1eKCHe couianbHo-
EKOHOMIYHe L0CNIOKeHHsA
iHOVBIQYaIbHOrO TArapsa 3axBOpoBaHb.
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ERN 3 paKky gopocamx (conigHi nyxamHu)
(ERN EURACAN)

Cucrmema Haanady 3a piokicHumu sudamu paky 8 €sponi (RARECARE) Bu3Ha4ae pioKicHi
BUOU paKy fAK 3/10AKICHI 30XBOPOBAHHSA, IHUUOeHMHICMb AKUX CMAHOBUMb MeHLWe Hixc
wicmb Bunadkis Ha 100 000 HaceneHHA Ha pik. Ha Hux npunadae bau3bko 20-25% ycix
HoBux diazHo3iB paKy i 30% cmepmel 8id paky.

@axiBUi MOrO4MKYIOTLCA, WO NauieHTiB i3

PIOKICHAMM  BMAAMM  paky  MoTpibHo
HanpasnAt 0o cepTudikoBaHMX
pedepeHTHMX LIeHTpIB i3 MOMEHTY

BCTaHoBMeHHA AdiarHo3y. Lle gae im 3mory
cropucTaTtuca Hamcy4acHiLLMMM
My NbTUANCUMNNIHAPHAMM eKCnepTHAMM
3HaHHAMKM — Bif edEeKTUBHMX JiKapCbKMX
3acobiB [0 [OKA30BMX HAaCcTaHoB LLOAO
NiKyBaHHA — Ta 3abe3nedvye HaaaHHs
HafleXkHol  JomnoMory  BCIM - MauieHTam,
He3asiIexkHo Big MICLA NMepLloro 3BepHeHHs
3a 40MNOMOro.

Mepea EURACAN oxornoe mnoHag 300
DIOKICHMX — BMAIB  CONIQHOrO  paKky vy
[0pOCNX, 3rpynoBaHnx y AecATb obnactei,
Wwo signosigawTs Knacvdikauii RARECARE
Ta MKX-10. Mepea TicHO CriBMpauioe 3
npeacTaBHUKaMm NaLjieHTIB i3
€BPONENCEKMX Tpyn i3 3axMCTy iHTepeciB
nauieHtis  (ePAG) 3 MeTol  HagaHHA
iHGopmMauii Ta BMCIOBAEHHA OYMOK LOAO
noTpeb I ouvikyBaHb NaLliEHTIB.

3 MOMEHTy (BOrO 3aCHyBaHHA Mepera
EURACAN oxormna 26 KpaiH €C Ta €EEM,
MalouM Ha MeTi CTaHaapTV3yBaTW BedeHHA
MauieHTiB 7@  MNOKPALMTK  MOKa3HWKM
BMMKMBAHHA LLMAXOM CTBOPEHHA HaMKpaLLyx
MPaKkTVK Ta O0BMIHY HUMK, a TaKoX
DEryNAPHOro OHOB/EHHA HACTaHOB LLIOA0

KITiHIYHOT MPaKTUKM B chepi
[iarHoCTyBaHHA Ta NiKyBaHHA y cniBnpawi
3 Ki/flbkOMa HayKoBM MW TOBapUCTBaMM.

Meperka po3pobuna {HCTPYMEHTH
KOMyHIiKaLil BCiMa MoBamMu /1A MaUieHTIB |
nikapis, a nNpoekT «STARTER» (STarting an
Adult Rare Tumor European Registry —
CTBOpEHHA €BpornenceKoro peecTpy
PIAKICHWX MyXAWMH Y [O0POC/MX) CTBOPIOE
BA/MBMA IHCTPYMEHT Ha ManbyTHE —
Mogenb o6’egHaHoro peectpy EURACAN.

Mepea EURACAN crvpa€etbcA Ha HassHI
MeperKi Ta YCnilUHi KNiHiYHI BUNpobyBaHHA
€BpoNencbKOl opraxizauii 3 4oCNiaKEHHsA
Ta NiIKyBaHHA paky (EORTO),
€BPOMENCLKOro ToBapuCTBa 3 BMBYEHHA
HeMpPoeHOOKPUHHMX  nyxamH  (ENETS),
Mepewi 3  paky CrofyYHUX  TKaHWH
(Conticanet) Ta  KifbKOX  MonepeaHix
L0CNiAHMUBKMX nporpam €C, y ToMy umcni
iHiuinoBaHmx EURACAN npoekTiB «Arcagens
Ha nnatpopmi SPECTA i «TRacKING».

Mpodecop a-p HKaH-IB bnen

Llenmp JleoHa Bepapa, JlioH,
®paHuia
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EBpon:
CBITOBMW LIeHTp nepenoBoro Aoceigy

EBponelicbKi 00BI0KOBI (pepepeHmHI) mepexci po3noyasnu csoto pobomy 8 bepe3Hi 2017
DOKY. IXHE 0CHOBHe 3aB0aHHA — NOKpawumu ¥cumms atdell y EBponi, AKi Mawmb pioKicHI
ma CKa0HI 3aXBOPIOBAHHS.

OgHak ERN MawoTs rnobanbHui  BRAMB
[aneko 3a  Mexamu  €sponn.  Bonu
B/0OCKOHAMOIOTb HavKpaui CBITOBI
MPaKTVKL Yy KpaiHax, e BOHW iCHYIOTb, Ta
$OopMyI0Tb 1X Y KpaiHax, Ae BOHW BIiACYTHI.
Mepexi  gornomaraiTb — NepeTBopuUTH
€Bpony Ha UeHTp AiAnbHoCTi y codepi
PIAKICHWX | CKNaQHWX CTaHiB, peanisylum
HaCTaHOBM LUOAO HaWKpalmx npaxTuK
[iarHOCTyBaHHA Ta fiKyBaHHA B KpaiHax,
e BOHM iCHYIOTb, Ta PO3pobMAloUM TakKi
HacTaHoBW y KpaiHax, 4e BOHW BiACYTHI.

06’egHyloum  daxiBuiB i nauieHTiB, ERN
TaKOX CrpyAioTb MPOBEOEHHIO  KIIHIYHMX
[OCNiAMeHb | TeCTYBaHHIO TepaneBTUYHMX
BTpyYaHb. AK pe3ysbTaT, BOHW iHILiOIOTb
iHHOBaUl y BaraTbox chepax, MoB’A3aHMX
i3 piOKiICHMMM 3aXBOPIOBAHHAMW.

Mogenb ERN € npwknagoM ana iHwwx,
afrke BOHM po3pobNsATb  HarcydacHiLi
IHCTPYMEeHTU e1eKTPOHHOI OXOPOHW
300pOB'A O/1A CNPUAHHA TPaHCKOPAOHHIN
cniBnpaui B €Bponi Ta MOXYTb CrlpWATK
Mi¥HapOAHIM  cniBmpaui | MnokpalyyBaTu
[0CTyN 40 OXOPOHM 340P0B'A.
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ERN 3 remaTonoriyHmx 3axsBopioBaHb
(ERN-EuroBloodNet)

[emamono2iuHi 3axXBOpPBAHHA NOB’A3aHI 3 AHOMANIAMU K/IMUH KPOBi i KICMKOB020 MO3KY,
JIIMPOIOHUX 0p2aHiB i paKmMOopis 320pmMaHHA Kposi. Matixce B¢i BoOHU € pidKicHUMU. Ix MoxcHa
po3dinumu Ha wicmb Kamezaopid: pidKicHi depekmu epumpouyumis; HedocrmamHicme
KiCIMK0B020 MO3KY; PiOKICHI NOpyLUeHHSA 320pMAaHHA KPoBi; 2eMOXpoMamo3 ma iHLWi pioKicHi
2eHemu4Hi NOpPyLweHHA CUHMe3y 3a/1i3a; MI€/I0IOHI 3/10AKICHI HOBOYMBOPeHHA ma /iM@OIoHi

3/10AKICHI HOBOYMBOPEHHA.

Ona [AiarHoCTyBaHHA PiAKICHWUX
remMaTosioriyHMx  3axsopioBaHb (PT3)
MOTPIBHI CYTTEBI KNiHIYHI EKCMepTHI 3HaHHA
Ta [OCTyn [0 LMPOKOro  CreKTpy
nabopatopHMx  mocayr i TexHonorin
Bi3yanizavil. Taki L0CNiOeHHA
[03BONAIT TOYHO KnacvdikyBaTu
3axBOpIOBaHHA BIiAMOBIAHO 00 KpuUTepiiB
BOO3,  BWKOPWUCTOBYIOYM  MiKHAPOAHI
CUCTEMW OLIHIOBAHHA Ta, 3a MOMIMBOCTI,
6iomaprepu.

3 ornAgy Ha Taki BUMOrM, @ TaKoX Towm
daKT, Wo geaki PI3 3ycTpivaloTecA Oyxe
piako, AdiarHo3 4acTto mponyckawTbe abo
BCTAHOBJIOIOTh i3 3aMi3HEHHAM, 0cobMBO v
nauieHTiB NoOXMNoro BiKy. JliKyBaHHA TaroX
YaCTO YCKNagHeHe uepe3 HeobXiaHICTb
cneuianizoBaHnx iHPpacTpyKTYpH i
KOMaH4, a Takox 4epe3 CKNaaHICTb
[0CTyrny A0 Takux crneumdidHnx MeTodis
NiKyBaHHA, AK anoreHHa TpaHcnnaHTauia
cToBbypoBMX  KNiTMH  abo  daxTopu
3ropTaHHA KpoBi. Y AeAKMX KpaiHax HasBHi
nporpamMy MpooINaKkTMKA MEeBHWX CTaHIB.
YTiM, y chepi CKpUHIHTY iCHYE HarasnbHa
noTpeba B rapMoHi3aLlil.

3a nepwi MATb POKiB icHyBaHHA, ERN-
EuroBloodNet y  TicHin  cniBnpaui 3
€BpOMencbKoO  acouiauieln  reMartosoris
(EHA) ycniluHo npoBena YncneHHi HacKkpisHi
Ta nos'A3aHi 3 PI3 3axoaw, HauineHi Ha
MOKpalleHHA  JocCTyry [0 OXOPOHU
340pOB’A MauieHTiB i3 PI3, mpocyBaHHA
HacTaHoB i HaMKpaLx NPaKTHK,
MoKpaleHHA  MiAroToBKM — Ta  0BMiHy
3HaHHAMM, MpPOMOHYBaHHA KAIHIYHMX
KOHCYMbTaLi Y  KpaiHax, fKkuM Bpakrye
EeKCNepTHMX 3HaHb Ha  HauioHanbHOMY
piBHi, Ta 36iNbLUEHHA KiNbKOCTI KAIHIYHMX
BunpobyBaHb y  BignosigHin  cohepi.
3anyyenHa ePAG Ta acouiauin nauieHTis i3
CaMoOro  MoYaTky CMpWAe  PO3LWMPEHHIO
MOMMBOCTEN MaUieHTIB, MPOCBITI  WoA0
NiKyBaHHA Ta HaBYaHHIO 3 iHbOpMaLiHO-
MPOCBITHWLBKOI AiANBHOCTI, WO BiANOBIAAE

nigxoay ERN-EuroBloodNet,
OpiEHTOBaHOMY Ha nauieHTa.
)

MNpodecop Mep PeHo

Mepexca depxcasHux nikapeHb lNapuxca,

nikapHa CeH-Jlyi, MNapuxc, ®paHuia

Npodecopka Beatpic I'ynbbic

nikapHA Epa3ma bproccesnibcbKo2o
BifIbHO20 yHiBepcumemy, nabopamopis
JNIKapHi bproccenbCbKo20 yHiBepcumemy
(LHUB-ULB), bproccenb, benbeis
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ERN 3 yporeHitanbHKMX 3axBoploBaHb |
craHiB (ERN eUROGEN)

PidkicHi ma cKnadHi ypopexkmozeHimaribHi 3aXB0pBaHHA Moxcymb nompebysamu
Xipyp2iiHo20 BMpY4aHHSA, 4Hacmo 8 HeoHamasibHoMy nepiodi abo 8 dumuHcmsi. HempumaHHsa
ce4i ma Kany € B8axckum msazaapem 018 dimed, nionimkis i dopoc/iux nayieHmis. lMNauieHmu 3
MAaKUMU 30XB0PBAHHAMU NPOMA20M yCb020 HUmms nompebywms donomoau Bid
bazamonpoginbHUX KOMaHO eKcnepmis, AKi NIaHyMb | NPOBOOAMb XipypeidHi BMPYYaHHS, d
makoxc 3abe3ne4vyoms nicisonepayitiHuti 0o2nad, 3a HeobxidHocmi, i3 000aMKoB00
nidmpumMKo KOMaHO @iziomepanesmis i NCUX0/102iB.

ERN eUROGEN Hapae HactaHoBM 040
HalMKpawmx  MNpaKkTWK, AKi  NpoxoaATb
HesanexHe OUiHIOBaHHA, Ta MoKpaLlye
obMiH  pesynbTatamu. [i mepliodeprosa
MeTa — CTBOPUTM CMPOMOXKHOCTI  AnA
BiACTEXEeHHA [OBrOCTPOKOBMX pe3ybTaTiB
nauieHTis  npotArom 15-20 pokiB  3a
nornomoroto peectpy ERN eUROGEN.

Mepeka 36upae aaHi Ta martepian, sKMX
He BMCTauaE, po3pobnAe HOBI  KAiHIUHI
HacTaHoBw,  36Mpae  gokasv  Wodo
HaMKpalMx MpaKTWK, BWABAAE Bapiauii B
MOTOYHIM  KNIHIYHIA NpakTuui, po3pobnse
OCBITHI M HaBYa/bHI Mporpamu, BU3HAYaE
mporpaMmy gocnigeHs Yy - cnisnpaui 3
npeacTaBHUKamm nauieHTis Ta
0BMIHIOETBCA 3HAHHAMKW 4Yepe3 y4acTb v
BipTya/lbHMX  KOHCYy/NbTauiAX Yy CUCTEMI
CPMS i yepe3 MyAbTUAUCUMMAIHAPHI
KoMaHaW. Hosi cneuianict 3 pigKkicHWx i
CKNaOHWX YPOPEKTOreHiTanbHMX
3axBOpOBaHb  MalTb  3MOry  MpPOvTH
crneuiasibHe HaB4aHHA Ta B3ATM yyacTb Y
Bi3uUTax Yy paMKax KNiHIYHOro oBMiHy, sKi
MPOMOHYE nporpama  0bMiHy ERN
eUROGEN.

3pewTon, Mepexa nparHe npocyeatu

iHHoBauii  y  cbepi  MeoMUMHM  Ta
MoKpallyBaTy AiarHOCTUKY 1 NiKyBaHHA
PIAKICHWX i CKIagHNX BUMNaaKiB
VPOPEKTOreHiTa/lbHMX ~ 3axBOpioBaHb  3a
gonomorolo  ctpaterii - «Share.  Care.
Cures  (O6MiH, HagaHHA  4OMOMOrH,
NiKyBaHHA).

BayT ®enty

MeduyHuti ueHmp PadboydcbKozo
yHisepcumemy, Juma4a nikapHA
Amarnia, HetimezeH, HidepnaHou



CniBnpauA

OHnamH-nnathopmm, TenemMegmumHa Ta
IHCTDYMEHTU  efIeKTPOHHOI  0XOPOHMU
300pOB’'A BidirpanTe BarK/IMBY posb Y
cnpuanHi - cniBipaudi. ERN  3’egHaHo
yepe3 cneuianeHy IT-nnatdopmy —
KniHiuHy cncTemMy BefdeHHA NauieHTiB
(CPMS) — KniHiuHy Bebnporpamy, fka
[ae  3MOry HajaBadaM  MeauyHol
gonomoru 3 yeeoro €C cniBnpauioBatu
BipTya/lbHO 3 METOK BCTAHOBJEHHA
fiarHosy Ta JlikyBaHHA NauieHTiB i3

piAKiCHUMMK Ta CKNagHumm
3axBOpOBaHHAMU 3 HW3bKOI
NoLUMPEeHICTIO.

KoopauHartopu Mepex MOMYTb
CKAMKAaTKU BipTyasnbHi KOHCUNIYMU

MeaunYHUX CcreuianicTiB 3a [40rnoMorolo
IHCTPYMEHTIB TeneMeanuHM AnA

AdininosaH

MeTtolo ERN € cCTBOpeHHA peasibHol
[04aHOl BApTOCTi 414 BCIX AeprKaB-yneHiB
€C. BignoBigHe 3axkoHO4aBCTBO [403BOSAE
KpaiHaMm, AKi He MalTb NpeacTaBHULTBA B
3atBeparKeHin ERN, 6patn yyacts y pobori

Mepei yepes HM, BM3HAYEHMX
BiNOBIAHOI0 [1ep*KaBoio-y1eHoM AK
«aCoLioBaHi» Ta/abo «CTifTbHi»

HaLioHabHi LLEHTPW.

ITparroeMo AAst maLlieHTIB 3 PIAKICHMMM, MaAO MONIMPEHUMH i KOMITAEKCHUMH xsopo6aMu

B Al

aHanizy CcraHy nauieHta 3  MeTow
BCTaHOBMEHHA AdiarHo3y abo nikyBaHHA.
Lle pae 3mory mMeamyHVM npauiBHUKaM,
AKI paHiwe npaudisany 3 pigkicHMMK Ta

CKIaOHMMK  BUMNAQKaMW  i30/1b0BaHO,
KOHCY/MbTYyBaTMCA 3 KojNeramy  Ta
[i3HaBaTMCA [OYMKM  iHWKX  daxisuis.
["onosHo ocobnmBicTIo TaKmx
IHCTPYMEHTIB € dYHKLIOHabHa
CYMICHICTb.

3aBAsAKM  PO3BWTKY  TexHonorin — anAa

BifjeoKoHdepeHUin  ¢isnyHa  BiACTaHb
binblle He € nepewkodow  AnA
BigaaneHoi poboTn B KoMaHaax. Mepexi
TaKoX  BWMKOPUCTOBYIOTb  CreLiasibHi
cMcTeMu Ana 0bMiHy 3paskaMy TKaHWH
abo 306parkeHHAMM CKNaaHMX CTaHiB i3
BMCOKOI0 PO34iNbHOK 34aTHICTIO, AKI

| mMapTHepu

[epaBn-yuneHn MOXYTb TaKoXK
NpU3HAYNTK HaLlioHanbHWA
KOOpAVHAUIMHWIA LieHTp ana

niaTpUMyBaHHA 3B'A3Ky 3 yciMa ERN. Paga
nepa-yneHis ERN BCTaHOBMOE 3arasibHi
pamMKM  O7A Npu3HadeHHA Ta iHTerpauil
Takvx TMNiB ueHTpiB y ERN. TuM He MeHL,
BaXK/MBO, wob [epwaBn-ynenu
npusHadam  adininoBaHMx napTHepiB i3
BVKOPUCTAHHAM  BIOKPUTKX, MPO30pWX |
HadivHWX npoueayp, a Bci ERN mamm vitke
cTpaTeriyHe 3aBAaHHA LIOOO aKTVBHOMO
3a/lydeHHAa Ta  yyacTi  adininoBaHux
napTHepiB.

TAKOX MOXHa BMKOpMCTOBYBaATW  AN1A
CTBOPEHHA apxisy BUMNAaKIB ana
MOA&bLIOrO AOC/IAKEHHS.

Ha CPMS nowmploeTbCA €BpPOMencbKke Ta
HauioHasbHe 3aKOHOAABCTBO MPO 3axMCT
OaHnx Ta npasa nauieHTiB Ha
KOH®IAEHLIMHICTL (3aranbHnii pernameHT
npo 3axmcT aanux (GDPR)).

Hanpwknag, nicna  6e3nedHoro  obMiHy
naTonorivH1Mm abo pagionoriyHmMm
OaHUMM  YYaCHUKM  MEPEeXi  MOXYTb
BXOOUTM B CuCTeMy,  neperfnagatv
306parkeHHs i KOMEHTYBATU iX Y 3aKpUTOMY
npocTtopi. JlikyloumMin nikap Hece OCHOBHY
BiAMOBiga/IbHICTb 3@ CBOr0 naiieHTa, asne
MOXe BuMKopucToByBaTM ERN AK UiHHWIA i
[0MOMIiXKHMIN pecypc.
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ERN 3 HepBOBO-M'A30BMX 3aXBOPIOBaHb
(ERN EURO-NMD)

HepsoBo-m’a308i 3axBopBsaHHA (HM3) Moxcyme po3susamucs 8id paHHb020 dumuHcmsa do
ni3Hb020 00POC/I020 BiKY i XapaKmMepu3ymbCA M’A3080t0 cabKkicmio ma smpamor M’A30801
macu. BoHu makoxc Moxcymbs 6ymu nos’a3aHi 3 iHWUMU CuMNMoMamu, 30KpemMad 3 BImMmomolo,
6os1em, OHIMIHHAM, C/1iN0MOo, MPYyOHOLWAMU 3 KOBMAHHAM, ympyoHeHUM QUXAHHAM |
xBopobamu cepus. binbwicmb HM3 € npo2pecyoqumMu i BUCHAXC/IUBUMU mMa npu3s800amsb 0o
CKOPOYeHHA mpuBasiocmi ma 3HUXCeHHA AKOCMI ¥CUMmMmA.

Y €Bponi iCHYIOTb 3HaYHi MporasvHM Ta
HepiBHICTb y 4OCTyni [0 AiarHOCTUKM Ta
nikyBaHHA.  OCHOBHMMM  BUMK/IMKaMuM B
MOKpaLLleHHi pe3yfbTaTtiB € 3aTpyMKM B
HanpaeeHHi i3 3akNaniB NepBMHHOI NaHKM
o cneuianizoBaHoro LeHTpy Ta
yrpaBfiHHA  MepexodoM  nauieHTiB - i3
negiatpuyHVX 3aKknagiB 40 3aKiagdis, AkKi
3aMaloTbCA NiKYBaHHAM A0POCAMX.

Meperka EURO-NMD 06’eaHye npoBidHMX
daxiBuiB  €Bponv  AnA  3abesnedyeHHA
MavlieHTaM  aoCTyny [0  ChneuianizoBaHol
[0ornoMorM — 4Yepe3  BipTyasibHi  Ta  O4Hi
KOHCybTauii. MeTolo Meperi € CKOpoTUTK
yac Ha BCTaHOB/EHHA fiarHosy,
NiABALLMTK pe3ynbTaTUBHICTb AiarHOCTUKM
Ta po3WMpUTK AOCTyn [0 BiANOBIAHWX
MapLpyTiB Ha4aHHA 4OMOMOrn.

Y nepwin nonosuHi 2021 poky Ao
napTtHepiB EURO-NMD 3BepHynocA 12 882
HOBMX MauieHTiB. Takox MapTHepW B3AMM
yyacTb y 258 KAiHiYHMX BMNpobyBaHHAX. 3
2018 poKy KifbKICTb HOBWX MAL|iEHTIB, AKi
3BEepTalnTbCA MO KOHCy/bTauio 4o
napTHepis  Mepexi, 36inbwmMnacAa  Ha
37,5%, a nOoKasHWKM yyacTi napTHepis
EURO-NMD vy KAiHiYHMX  BUNpobyBaHHAX
3pocm Ha 63%.

OKpiM TOro, Mepewa MocTiMHo po3pobnAe
HOBI HACTaHOBM Ta Hadae MeaudHUM
npauiBHVKaM i nauieHTam iHpopmauiio npo
HarKpawl  MPaKkTWKKW, Lo  CTOCYI0TbCA
KOHKPETHMX  3aXBOpIOBaHb.  3HaHHA,  AKi
reHepye Ta Kypye Mepera, LUMPOKO AOCTYMH
B iHTEpHeTI Ta u4epe3 3arasbHOL4OCTYMHI
BebiHapy, a TaKkow uepe3 iHCTpyMeHTU
e/1IeKTPOHHOI  OXOPOHM  30POB'A, TaKi AK
obroBopeHHa B CPMS. 3apa3 po3pobnsainTb
cMCTeMy yNpaBAiHHA HaByYaHHAM (LMS) Ha
6asi Moodle.

Crvpatouncs Ha baraTtuii 4ocsia cniBnpad,
Mepera NpoOOoBMKYE CNpUATK CriBrpaLi, Lo
MOXe  CTUMyMIoBaTM  AOCIOMKEHHA i
PO3P06KM y chepi NikyBaHHA ANA OXOmnneHHs
He3aaoBofieHVX MoTpeb nauieHTiB. Takok
npiopuTeToM € CNpUAHHA
TpaHCHaLioHaNbHOMyY 0BMiHY AaHMMK Yepe3
HadiMHi 3 TOYKM 30py ETUKM peecTpu Ta
nnatbopMm 3 AaHMMKM AOCNIOKEHD BUCOKOI
AKOCTI.

[-pKa TepesiHbA EBaHrenicra
YHisepcumem CopboHHa, 'ocnimans
Mimbe-Canbnempiep, mepexca
depxcasHux nikapeHs Mapuxca
®paHuis
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ERN 3 pigKicHMX 3axBoploBaHb
o4yen (ERN-EYE)

PidkicHi 3axBoptosaHHA o4ell (P30) € 0CHOBHOK0 NPUYUHOI NOPYLUEeHHA 30py ma cinomu y
dimeti i Mmoniodux nrdel y €EBponi. Ha nopmarni pioKiCHUX 3aXB0pPOBAHb MA 0pPaHHUX
npenapamis (ORPHANET) 3apeecrmposaHo noHad 900 P30. Ceped Hux € fAK binbLu
noLIUpeHi 3axXB0pBaHHSA, MAakKi AK Ni2MeHmHa de2eHepauis CimKIiBKU, NOLWUPeHICMb AKOI
ouiHowmb AK 1 sunadok Ha 5 000 nded, mak i deski dyxce pidKicHi cmaHu, onucaHi 8
MeduyHil nimepamypi nuwe oduH-08a pasu.

ERN-EYE, y TicHin cniBnpaui 3 ePAG, 06MiHy  3HaHHAMM 1 iHbopMauieto,
po3rnadaE  Taki xBopobuM B paMKax po3pobnieHHs  OCBITHIX | HaBYaslbHWX
UOTMPBLOX TeMaTUYHWX Fpym:  PiAKiCHI nporpam, Taxkmx Ak BebiHapy abo nporpama
XBOpO6HM CITKIBKY; ef1eKTPOHHOr 0 HaBYaHHsA, CTBOpEHHA
HernpoodTanbMOOrivHi piaKiCHI €BponencbKoro iHTeponepabensHoro

XBOPObU; piaKicHI xBopobu ouel y aiten peectpy (REDdistry), a Tako po3pobneHHs
i pigKicHi XBOpobHM nepesHboro HACTaHOB | [OOKYMEHTIB LOA40 HasIeHMX
cermMeHtTa oka. OKpiM TOro, wWicTb NPaKTUK.
poboumx rpyn i3 HaCKPI3HMX NUTaHb
3aiMaTbca  npobneMamy, WO €
CNINBbHUMK ANA YOTUPBOX OCHOBHWUX TEM.
[opartkosi poboui rpynm
30CepeayoTbea Ha RIS/ NYOURAVIAALUFITINA) MEFEmi
HampAMax, 30KpeMa Ha reHeTUYHUX
Tectax, PeecTpax, A0CNigMeHHAX, OCBITi, MNpodecopka EneH fonbdyc
KOMyHiKaLii, cnabkoMy 3opi i rpynax JlikapHa Cmpacbyp3bKo2o

I"IaLlIEHTIBl,' a TaKoX Ha HauloHaNbHIn yHiBepCUmemy, (DpaHL(iFI
IHTerpauil.

OaHMM i3 HaMBaXKMBILLMX iIHCTPYMEHTIB
ERN € CPMS — [T-nnatdopma-
BipTyanbHa KniHika 3 HabopoM AaHux
wodo P30. Mepexa ERN-EYE
30CepeHyeTbCA Ha MOKpaLLeHHi
OiarHOCTMKM Ta MiKyBaHHA MauieHTiB Y
BcboMy €C  wnAxoM o6’edHaHHA  Ta
nocuieHHs poboTh eKCMepTHYX Mepesk,
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ERN 3 reHeTMyHmnx cMHOpoMIB PU3MKY
nyxamH (ERN GENTURIS)

[eHemMuYHi CUHOPOMU pU3UKY PO3BUMKY NyX/IUH — Ue po3/adu, 3a AKUX YCNaoKOBaHi
BapiaHMU 2eHiB 3yMOB/IIIMb CUbHY CXU/bHICMb tndeli 00 po3BUMmKY Nyx/uH. PU3UK
PO3BUMKY Paxky BnpodosiC umms y makxux modeli Moxce cazamu 100%. He3saxcar4u Ha
3HAYHY PiI3HOMAHIMHICMb CUCMEeM 0p2aHiB, AKI MoXCymb bymu ypaxceHi, yci miodu 3 makumu
CMaHaMu CMUKarmbCA 3i cxoxcumu npobemamu: 3ampuMKad y BCMAaHOB1eHHI 0ia2Ho3Y,
BidcymHicmb NpoginakmuKu 0718 nauyieHmMIis i 300poBux podudis, a MAKoxC HeepekmusHe
BedeHHA Bunadkis. CMaHOM Ha cb0200HI nuwe Hesdenukit Yacmui moded i3 2eHemu4YHUMU
CUHOPOMAMU PU3UKY PO3BUMKY NyX/JUH NOCMAsieHo BionosidHul dia2Ho3.

ERN GENTURIS mpauioe Haa MoKpalLeHHAM 0bMiHy iHpopMaLielo Ta 0b6roBopeHHs ERN GENTURIS cniBnpautoe 3 iHwmmm ERN

iaeHTMdIKauii Taknx CMHOPOMIB, MiHIMI3auien
Bapiauin KAIHIYHUX pesynbTaris,
pO3p0obeHHAM Ta peanizauield HacTaHoB Ha
piHi €C, cTBOpeHHAM peectpy GENTURIS,
NIATPVMMKOK  O0CNIAMKEHb Ta PO3LUMPEHHAM
MOMMBOCTEN navieHTiB. Mepexa
3aMaETbCA  MPOCBITOD  MPOMAACHKOCTI M
MeauYHX MpaLiBHUKIB Yepe3 cBiin BebcanT,
opraHizoBylouM  perynspHi - BebiHapy Ta
KYpPCW, @  TakoM  Clpusioun  0BMiHy
HaMKpawyM1  MpakTMKkamm Yy BCiM - €Bpon.
Byne nokpalleHo AK BipTyabHWA, TaKk i
ocobuctuin aoctyn ao
MYNbTUANCUMNIIIHAPHOT JOMOMOrMM 3 METOI0

Mpodecopka HikonaiH Xyrep6piorre
Medu4Huti ueHmp PadboydcbKoz20

yHiBepcumemy, HelimezeH,
HidepnaHou

CKNagHVX BUNAAKIB.

Meperka MoKpallye AKICTb Ta TAyMadeHHs
FeHeTUYHMX TecCTiB | NiABULLYE MOKA3HMKM
YYaCTi NauieHTiB y nporpamax i3 KiiHiuHmX
LoCnigxHeHb.

0718 BOOCKOHANEeHHs 40NOMOrM nauieHTam
i3 FeHeTUMYHMMM  CMHOPOMAMM  PU3UKY

DPO3BUTKY MyX/IMH, Y AKWX PO3BMBAIOTLCA
CTaHW, WO HanewaTb A0 KoMneTeHLUil iHLWOoT
Mepexi.
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KepyBaHHA EBPOMEnCbKOL0

noBigxkoBoio (pedepeHTHOI0)

MepeKero

lpogecopka
Enen [lonbgyc

lMpogecopka EneH [Jonbgyc — npogecopKka MeduyHoI 2eHemuKuU ma KOHCY/IbMAaHMmKa 3
Medu4HoI 2eHemuKu 8 nikapHi Cmpacbyp3bKozao yHisepcumemy (HUS) y ®panuii, de BoHa
040/10€ Kagedpy medu4Hoi 2eHemuKu. byna KoopduHamopkoto ERN-EYE 3 momeHmy ii
3acHysaHHA y 2017 poui, a makoxc BuKoHysasna 0b0B8’a3KU 20/108U 2pynuU KOOPOUHAMopis

NpomsA20M 00HO20 MepMiHy.

‘KoopouHysamu ERN, npauiol4du pa3om 3
EBpPONeliCbKoI0  KOMICIEID, — Ue CnpasicHA
npu2oda, — Kawe npodecopka donbodyc. —
Mepexca € Oyxce iHHosauilHow ma
OXONJ/IOE LUUPOKUL Cnexkmp iHiYiamus i3
aKueHmMomM — Ha — HadaHHA ~— donomocu
nauyieHmam. Lle Jyxwce Henpocmo, ane
BOOHoYac i Had3suyalHo 3axonsauso. Mu
BXCe NOYUHAEMO noMidamu obHaditinusi
pe3yabmamu’”

Mpodecopka donbdpyc MMWAETLCA TUM, WO
ERN-EYE QOTpWMMYETbCA CBOFO MO4ATKOBOrO
baueHHA. ‘Te, wo ¢axisyi 3 pioKicHUX
3axB80pBaHb  odell 3 yciel  €sponu

06’edHanuca nid KepisHUYMBOM HALo!
yNpasiiHCcbKor

BUHAMKOBOI  BiodaHoI
KOMOHOU — BefVKe [OCArHeHHs, —
MOACHIOE  BoHA. —  OkpiMm  moeo,
npedcmasHUKU  NayieHMIis € QaKmMu4HoO
OCHOBHUMU NApMHepamu, 3 AKuMU MU
NpauemMo naiv-o-naid. A Bidyysaro, Lo Mu
Bxce bazamo 4omy HAB4UAUCA 00UH Bi0

00HO20 | 3aK/1a7U OCHOBU OfIA YCNilHOI

pobomu ERN-EYE y malibymHbomy”

Mpodecopka [onbdyc He TifbKM 04ONIOE
ERN-EYE, a Tako € ronosow rpynu
koopavHaTopis ERN, Aka 06’egHye BCix 24

KoOpaMHATOPIB ANA 06roBOPEHHA CMiNbHX
BMKMMKIB  Ta 0bMiHy  gocsigoM.  “‘Mu
nepebysaemo  Ha  dikasomy  emani
DO3BUMKY ERN. Mu 3adoBoseHi
pe3y/ibrmamamu OUiHIOBAaHHA ma aHasnizy
HaLux 0ocsA2HeHb 3a nepLui N'amb POKIB,
asie 3apas MU BCMynaemMo 8 Hosull nepiod
po3wUpeHHs,  AKul  nompebysamume
36ibLUEHHA  YNPas/IiHCbKUX KOMAHO ma

binbLuoi  Kilbkocmi  pecypcis  01A
niompumKu HAOaHH#A MeduyHUMU
npayisHuKkamu — 0edasni  egermuBHILLILX
nocnye  nauieHmam i3 pioKicHUMU

30XBOPBAHHAMU” , — KaxKe nMpodecopka.

MoumHaioum i3 civrsa 2022 pory, BinbluicTb
ERN po3wmpvnmca woHaMeHLe BABIYI B
pe3ynbTaTi NpueAHaAHHA BiNbLIOT KiNbKOCTI
uneHiB 3 yceoro €C. “lHmeepauia ERN y
cucmemu  0XOpoHU  300poB’A  Oepicas-
YneHis €C — BesiuKutl BUKAUK, AKUL MU BCi
npazHemo nodoaamu. 3HayHUl ycnix masau
HasyasbHi 0bMiHU, ma bifbLuicmb i3 Hac
nocmitiHo  po3pobnsAiome | OHOBJIOIMb
Hacmadosy,”,  —  Kawe  npodecopka
Lonbdyc.

‘Hawa mema Ak ERN nosnAzae 8 momy,
wob JdaHi nNpo  pioKicHI  30XBOPBAHHSA
NoLIUPIOBAIUCA AKOMO2d  LIUpLUe  4epes
dedani binbLuy KinbKicmb peecmpis. Lle
npuHece KoOpucmbe AK nayieHmam, mak i
baxisyAM-NPaKMUKam. Mu Xo4emo
ba4umu nocuneHy cnignpauio 'y coepi
odocnioxceHs y BcboMy EC — He misibKu B8
PO3pi3i  KAIHIYHUX BuNpobyBaHb, ane
HAyKoBuUX 0OC/iONCeHb, Y MOoMy Yuci
p03p0boK y cepi eeHoMIKU”

Mpodecopka Jonbdyc 3 HETEPMIHHAM YeKae
Ha HacTynHM etan y po3suTky ERN: “Moe
baveHHs  — ue  besnepelLuxkooHuL,
32ypmosaHull i nNpodykmusHUl eman
00CA2HeHHSA BepLUUHU po3BUMKY BCix ERN
ma 00Ho4YacCHe BUKOHAHHA Hawoi Micii 3
HAOaHHs donomoau KONCHOMY NauieHmy 3
DIOKICHUMU 3aXBopodaHHAMU 8 EC”.
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ERN i3 3axBopioBaHb cepLA
(ERN GUARD-Heart)

PidkicHi x8o0pobu cepus MoxCymb NPOABAIAMUCA NPOMA20M YCb020 HCUMMSA /I0OUHU.
binbLuicme i3 HUX, AK NPABU/IO, € 2eHemuUYHUMU (cnadkosuMu) nopyuleHHAMU abo

l_IpaLuoeMo AASI TIAL[IEHTIB 3 PIAKICHUMH, MAAO HOIIMPEHUMH | KOMITACKCHUMH xsopoGaMﬂ

nopyLeHHAMU, WO po3B8uBanmsca nid yac embpiozeHe3y (BpodxceHi sadu cepus). Taki
CMaHuU Xapakmepu3ylmbCA LWUPOKUM CNEeKMpoM CUMNIMOMIB i 03HAK, AKI BAPIOIMbCA He

MIifIbKU 3a71euCHO Bi0 30XBOPBAHHSA, ane U y pi3HUx nauyieHmis. binbLiicmb pioKicHUX

XB0opob cepusa CNPUYUHAMb YHIKAAbHY CXUbHICMb 00 panmosoi cMepmi 8 Mosi0doMy Bili

ma MoxCcymb BUHUKaMU y 300p0BUX 3a iHWUMU 03HaKamu swded.

ERN  GUARD-Heart Bu3Hauna m'Atb
TEMATUYHMX HanNpAMKIB: CiMerHi xBopobu,
MoB'A3aHi 3  EefeKTPUYHOI0  aKTMBHICTIO
cepus, y AOopoCawx i AiTen;  CiMemrHi
KapaioMmionatii y gopocmx i aiTen;
ocobmmei  enekTpodizionoriyHi - cTaHn y
OiTen; BPOAXeHi Baau cepuA Ta  iHWi
piagkicHi  cepuesi  xBopobu. LI Temu

BignoBigalTe MiHapoAHin Knacmdikauil
xBopob  (MKX-10) Ta  Knacvdikauii

Orphanet i nignagawoTe nig  cdepy
3acTocyBaHHA KITIHIYHMX HacTaHoB
€BpOMEenCcLKOro  ToBapuCTBa  Kapaionoris
(ETK).

Mepea nparHe nocuMaAMTM KOOpAMHALLI
EKCMepTHMX 3HaHb Ta pecypciB, LWob
cnpuaTK 06’egHaHHI0
MyNbTUOMCUMANIHAPHUX  3HaHb  AnA X
MOAANBbLUONO KapTyBaHHA Ta MOLUMPEHHA
cepef rpoOMafCbKOCTI.

MeaudHi nocnyr HaJalTe Yepes ChinbHY
nnarpopmy €NeKTPOHHOI OXOPOHM
300pOB'A, AKka 3abe3nedye  nauieHTam
LUMPWWIA AOCTYN A0 EKCNepTHWX 3HaHb Ta
MeauyHMX MNpauiBHMKIB 3 yCiel €Bponu.
ChpyAloun  TicHIWiM  cniBipaui  MiX
eKcrepTamMn, MM OTPYUMYEMO HOBI HayKOBI
3HaHHA Ta [OiMMOCA  HUMK 3 METOI0
niaTPUMKM Po3pobeHHs HOBKMX Mpoueadyp
[iarHOCTyBaHHA | MiKyBaHHA, a TakoXK
BMABMEHHA HOBKX PiAKICHMX XBOPOO cepus.

Mpodecop Aptyp A. M. Banng

MeduyHud yeHmp AMcmepdamcbKo2o |

yHiBepcumemy, AMcmepoam,
Hidepna+Hdu
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ERN 3 BpoarkeH1X Bag PoO3BUTKY Ta
DIOKICHOI IHTeNneKTyanbHol HeJoCTaTHOCTI

(ERN ITHACA)

ERN ITHACA (IHmenekmyanbHa iHBanioHicme, menemeduyuHa, aymu3mM ma BpooxceHi
aHomanii) € BidobpaxceHHAM «odiccel» BCmMaHoBeHHA dia2HOo3Y, AKY nepexcusarnms bazamo
nauieHmis i3 aHoMasniamu po3sumky. Mepexca 06’edHye noHad 70 BiddineHb KniHiYHOT
2eHemuKu 8 aKadeMiyHuUX nikapHax €C, y momy yucai ¢axisuis i3 pioKiCHUX nopyLueHb
Helpopo3BUMKyY — nepesaicHo iHmesneKkmyaseHoi iHaanidHocmi (1) ma po3nadis
aymucmu4Ho2o cnekmpy (PAC) — a maKkoxc pioKiCHUX MHOXWCUHHUX BPOOXCeHUX aHoMarid.

ERN ITHACA oxonsitoe KniHiuHy i bionorivny/
reHeTVyYHy 4iarHOCTMKY Takux aHomanin

PO3BUTRY, KoopAauHauiio
MY NBTUANCUANNIHAPHWX [,0MoMorm i
NiKyBaHHA, @  TakoX  npeHartanbHy

[0iarHOCTUKY | BUABNEHHA NaToNorin nnoay.

PigKkicHi aHomanii  po3BMTKY BparaloTb
baratbox aiTen i gopocnmx.  Tak,
npnbAn3HO nsa BiACOTKM
HOBOHaPO4KEeHMX MaTUMyTb Il i
LloHanMeHLLe oauH BigcoTok — PAC (3 abo
6e3 II). MpnbnmsHo NonoBMHa NauieHTis 3 |1
Ta OiNbll HiXX KOXMeH AecATU nauieHT i3
PAC MaioTb MoHOreHHi abo XpPOMOCOMHI
nopyLueHHsA. BpoarkeHi Baam po3BUTKY Mae
KoXHa 40-Ba AWTMHA, YaCTO AK YaCTUHY
CKNAOHWX CMHOPOMIB, Y PpaMKax AKWX
TaKOX MpOABAAITLCA NopyLeHHA
Herpopo3suTKy. OmmcaHo moHag 5 000
PIAKICHUX CUHOPOMIB.

ERN ITHACA ob’eaHye MeamuHux daxiBuiB
Ta npeactaBHUKiB ePAG, wWo HagawoTb
CrifbHy NiATPUMRKY KNIHIYHMM
[0CNioKeHHAM,  GOPMYNIOINTb  KOHCEeHCYC
LLIOA0 HaMKpaLLMX NPaKTVK Ta po3pobnsaoTb
BignoBsigHi HacTtaHosW, a TaKOXK
BAOCKOHASIOOTh paHHio [iarHOCTUKY,
[oMoMory Ta nikyBaHHA NavieHTiB. Meperka
TaKOXK CTBOpWNA Peectp nauieHTis —
MixkHapoaHy 6ibnioTeky iHTeNneKTyansHol
iHBanigHoCTi Ta aHomanin po3suTKy (ILIAD).

Meperka po3svBae  TenemeauuUMHYy i
TeneexkcnepT1y anAa CNPUAHHA
KonerianbHMM 06roBopeHHAM MixK

NiKapAMK, WO HanpasfAlTb MauieHTiB, Ta
gocnigHMkamm 3 yckoro €EC, @ TakoxK
po3pobnAe IHCTPYMEHTM ON18 HaB4YaHHA 1
eNeKTPOHHOr0 HaB4YaHHA ANA MeaudHMX
npauiBHMKIB, HecnewianicTiB i ePAG.

MNpodecop AneH Bepnoyc
lNapu3bKuti yHiBepcumem ma
Mepexca depicasHUX iKapeHb
lNapuxca, YHisepcumemcbKa AiKapHA
Pobepa [ebpe, MNapuxc, ®paHuis
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ERN 31 cnagkoBux METaﬁoﬂiL—IHMX&
po3nagis (MetabERN)

KoxcHe oKkpeme pidkicHe cnadkose memabonivHe 3axsoposaHHA (CM3), AKux
Hanivyembca noHad 1 400, € pidkicHuM came no cobi, ane 3az2asom ya epyna

30XB0pBaHb 3yCMPiYaemMbCA Yacmo. bazamo MemabosiyHUX 3aXBOPIOBAaHb MA0Mb

maxcKi, a iHodi U Hebe3ne4yHi 019 ¥xcummasa Hacaioku 0714 nayieHmis. Taki cmaHu

BK/II04AMb Po3/1a0U BCiX 0p2aHiB, MOXCYmMb spaxcamu sdeli bydb-aKo20 BiKY i
nompebynme MybmuduCUUNAIHAPHOI CNiBNPayi Mixc HU3KoK ¢axisyis.

PaHHA giarHOCTVKa MOMe  MOKpalmTy
pesynbTati, NpoTe AMwe M'ATb BIACOTKIB
BigomMmx (CM3  Hapasi BK/OYEHO B
MpoOrpamMy  CKPUHIHIY HOBOHAPOOMEHWX Y
€Bponi, ToMy icHye noTpeba B rapMoHizadii
HauioHanbHMx MporpaM. [AnAa  baraTbox
CM3 iHdopMaLlii npo NpupoaHuii nepebir, a
TaKo¥ Mpo edeKTVBHICTL | Be3neyHicTb
NiKAPCbKMX 3acobis bpakye, a
[0BroCTPOKOBe CnocTeperkeHHaA
NpOBOAATL MLLE YACTKOBO.

MetabERN nparHe noKpawuTi  UTTA
nioaen, AKi CTUKAITLCA 3 3aXBOPIOBAHHAMM
3 UiEel gyxwe reteporeHHol rpyrnn. Taki
3axBOPIOBAHHA [ifIATE Ha CiM  OCHOBHMX
kateropin. LA ™Mepexa € HanbinbL

KOMIM/1eKCHOI 3arasibHOEBPOMENCHKOI0
OpIEHTOBAHOID HA MAUIEHTIB  Mepexelo,
30CepeaKeHoio Ha MeTaboniuHmx

3axBOPIOBAHHAX, WO Mae Ha  MeTi
TpaHchopMyBaTM  HadaHHA  4OMOMOoru
nauieHTam i3 CM3 y €sponi.

MetabERN BMKopUCTOBYE KiHiUHY cnctemy
BeAeHHs nauieHTiB (CPMS) sk nnatdopmy
ONA HanpaefeHHA 3 MEeTOo0 yXBasIeHHs
KNIHIYHUX pilleHb | CNpWAHHA NporpamMam
TPAHCAAUIMHUX OOCAIAXKEHD LWOAO Pi3HMX
CM3. 3aBasAKKM MOBHICTIO QYHKLIiOHAIbHOMY
€OVMHOMY €BpONenceKoMy peectpy CM3 (U-
IMD), po3pobneHoMy 3a paxyHOK FpaHTy
BukoHaByoro areHtctBa €C 3 muTaHb
3aXMCTy MpaB  CMOMMBadiB,  OXOPOHM
3[0pOB'A, CiflbCbKOr0 rocnodapcTea  Ta
6e3neyHocTi Xap40oBMX NpoAyKTiB
(CHAFEA), MetabERN edeKTnBHO B1pobnsae
[aHi Npo nauieHTiB A4nA uinen aocaigHeHs.
lle po3sonse  getanbHO - OuiHIOBATM
npupogHnin  nepebir  CM3, a Takox
L0CNioXKyBaTW 40AATKOBI MUTAHHA, Y TOMY
4YMCAI NPOBECTM MPOCMEKTVBHUM  aHanis
NPOOINAKTUUHNX i TepaneBTUYHNX
BTPy4aHb AnA nauieHTiB i3 CM3. binbwe
Toro, U-IMD — ue nepwumin CriocTepersH1in
HeiHTepBEHLNHMA  PEeECTp MNaLiEHTIB, LWO
oxonsioe Bci 1 400+ CM3.

MNpodecop Maypiuio Ckapna

YHisepcumemcbKa nikapHA YoiHe,
Y0iHe, Imanis
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HauioHanbHI NOAITUKKM WO A0
DIAKICHMX 3axBOploBaHb

Hepxcasu-yneHu EC Hecympb 0CHOBHY BidnoBidasbHICMb 3a 0p2aHi3auito ma HadaHHA
nocsy2 3 0XopoHU 300poB’a ma MeduyHoi donomMoau y KpaiHax. Monimuka €C y cepepi
O0XOPOHU 300p0oB’A MAE Ha Memi 00NOBHEeHHA HAaUioHAAbHUX NoaimuK, 3abe3ne4eHHA
3axucmy 300poB’Aa 8 paMKax ycix nosimuk €C i pobomy Had cmBopeHHAM EBponelicbKo20

COI03y 0XOPOHU 300p0B A.

Y 2009 poui €Bponercbka paga MiHicTpis
OXOPOHM 300poB’A peKkomeHayBana
nepraBam-yneHam pO3pobUTH Ta
peanizyBatv  nnaHu  abo  cTpaTerii
MAOTPYMKA  MaUieHTiB i3 piaKiCHUMMKM
3axBOPIOBaHHAMW.  Taki  MnaHM  MOBWHHI
6yTn HauineHi Ha:

* CKepyBaHHA Ta CTPYKTypyBaHHA
OiANBHOCTI y chepi piaKicHMX
3aXBOPIOBaHb Y paMKax HaLioOHabHNX
CUCTEM OXOPOHM 30POB'A Ta
couianbHoro 3abesneyeHHs;

e jHTerpauito iHiLiatve Ha MiCLLeBOMY,
perioHasibHOMY i HallioHaIbHOMY PiBHAX
y nnann abo cTparterii AnA
3abe3neyeHHA KOMMIeKCHOro Nigxoay;

* BW3HAYEHHA NPIOPUTETHWX 4i i3
3aBAaHHAMK Ta MexaHisMamn Ans
CrOCTePerKeHHA.

Mporpama «EU4Health» Ha 2021-2027
pokM 3abe3neuye ¢iHaHCyBaHHA MPOEKTIB
i3 METOI0 HadaHHA NIATPUMKK AepHaBam-
yfieHaM y peanisauii ixHix HauioHanbHMX
nnaHis OXOPOHM 3[0pOB’A, o
BignosigawTs HayeHHID  EBPOMECLKOro
Cot3y 0xopoHu 3gopos’Aa. [Jo 2022 pokry
23 aepxaBu-yneHn (a Taxkor LLsenuapia i
HopBeria) NpuiHAAM HauioHaNbHI NnaHM
OXOpOHM  3[40POB'A  WOAO0  PiaKiCHWUX
3axBOPOBaHb.
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ERN 3 guTA4oro paky ,,
(remaTooHkKosorifa) (ERN PaedCan)

Pak y dimeli 3ycmpidyaembca pidKo i bysae dekinbkox nidmunis. LLJopoKy pak diazHocmyomb
y 35 000 dimeti ma monodux nmodeli y €dponi, a 6 000 dimel, xBopux Ha pak, NOMUPAKMBb.
Lle 3axBoprBaHHA, Wo Had4acmiwe npu3sodums do cMepmi dimeli BiKOM Bid 00H020 pPOKY.
Cb0200HI 8 EBponi ucusymb NoHAd niBMinelioHa nded, AKi nepexcuu pak y oumsa4yomy Biui.
[lBi mpemuHu 3 HUX MarwmMb 00B20CMPOKOBi Npobsiemu 3i 300poB’AM Ma ncuxocouyiasibHi
npobsiemMu Yepe3 CBOE 3aXBOPIOBAHHS.

3a OCTaHHiI LecatmniTTa cepeHi
MOKAa3HWKM BWMKMBAHHA MOKpalMnmMca —
ONA OeAKMx CTaHiB nporpec by aywe
Di3KMM, Yy TOM 4Yac AK pe3ynbTatm
NiKyBaHHA  [HWKMX CTaHiB 3anMwaloTbCA
He3aaoBinbHUMK.  MpobnemMol € 3Ha4Ha
HEePIBHICTb Y MOKa3HMKax BUXKKMBaHHA, Mpu

LiIbOMy HamripLui pesynbTatu
cnocTepiraloTeCA Yy KpaiHax — CxigHoi
€Bponu.

ERN PaedCan npautoe Hag NoKpaleHHAM
[octyrny 40 BMCOKOAKICHOT  Meau4Hol
onomorn airen i nigniTeie i3
OHKOMOTYHNUMKM  3aXBOPIOBAHHAMMK, CTaHW
AKNX notpebylTb crnewuianizoBaHmx
EeKCMNePTHMX 3HaHb Ta IHCTPYMEHTIB, AKI He
€  LUMPOKOAOCTYMHMMK  Yepe3  many
KiNbKiCTb  BMMNaAKiB Ta 6pak pecypcis.
3ycmnnAa Mepeski  FpyHTYIoTbCA  Ha
rnonepeaHix NMpPoeKTax, Wo GiHaHCcyBamcsA
€C: ENCCA, «PanCare» Ta

«ExPO-r-Net».

Oo 1 4neHiB  HanexuTb  MOTYXKHa
iHTepaKTVBHa Mepexa AUTAYMX NiKapeHb
Ta negiatpryHmMx Big4ineHsb, Lo

crievianisytTbcA Ha NiKyBaHHI
OHKOJIOMYHMX 3axBOpIOBaHb Yy  AiTen i
nignitkis.  CnibHO 3 EBPONENCbKMM

TOBapUCTBOM  AMTA40i  oHKonorii (SIOPE)
6y po3pobneHi NpoTokom €

BpOMenceLKol CcTaHgapTHor KAIHIYHOT
npaktikn (ESCP) sAK 3aranbHi  O0BiOKOBI
mMaTepianm 1A NMoYaTKoBOrO NiKyBaHHA B
YCiX  OCHOBHWX ~ OWTAYMX  OHKOSOMIYHMX
3aknagax. BipTyanbHa gowka  woao
NYXSIMH MPY OHKOSOrMYHMX 3aXBOPIOBAHHAX
y  OiTe  BWKOPWCTOBYE  IHCTPYMEHTU
€M1eKTPOHHOI  OXOPOHW  340poB’'A  ANA
0bMiHy gocsigoM i nopagamu. MpocsiTy Ta
HaB4YaHHA 3abe3neuvyioTb 3a [A0MOMOrow
BebiHapiB, 3ycTpiuei Ta nporpamM 06MiHy.

ERN PaedCan nparxe [ocArTM
CNpaBea/IMBOCTI B pe3yfbTatax NikyBaHHA
paKky B 4iTen y BCiM €Bponi Ta AOMOMOrTH
peanizyBati Crpateriynmin nnaH SIOPE,
AKMM  3HaYHOI  Mipol  MIATPUMYIOTbL
€Bponeicbka Micia 3 6opoTbby 3 paxkom
nporpamm «opu30HT €Bpona,
€Bponencbkiin NnaH 6opoTbbm 3 pakoM Ta
dapmalieBTn4Ha ctpareria 4nA €sponu.

Meperka Mae Ha MeTi  MigsvWMTH
MOKA3HWKM BMMKMBAHHA Ta AKICTb XUTTA
OiTeRn, XBOPUX HA PaK, LWAAXOM CrpUAHHA
cniBmpaui, OoCNigXeHHAM Ta HaBYaHHIO.
KiHLEeBO METO € 3MEeHLUEeHHA HaAaBHO!
HEepIBHOCTI Y  MOKAa3HWKax BUMMBAHHA
OiTel, XBOPMX Ha pak, Ta CMPOMOMKHOCTAX
CUCTEM OXOPOHWM 370pOB'A B [AepaBax-
uneHax €C.

l_IpaLuoeMo AASI TIAL[IEHTIB 3 PIAKICHUMH, MAAO HOIIMPEHUMH | KOMITACKCHUMH xsopoGaMﬂ

MNpodecopka ao-pka Pyt JlageHwTanH
Jumada nikapHa CBamoi AHHU ma
Llenmp docnidxceHHA dumsa4or
OHKonozii CBAmMoI’ AHHU, ABCmpia
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ERN 3 renatonorivyHmx
3axBoptoBaHb (ERN RARE-LIVER)

PiOKiCHIi 3aXBOPIOBAHHA NEYiHKU MOXCYMb BUKUKAMU Npo2pecyrye ypaweHHA
neyviHKu, wo npu3sodums do ¢ibpo3y i yupo3y. YcknadHeHHA yupo3y Moxcyms bymu
cMepmesibHUMU, | 8 ba2ambox BunNadkax eCUHUM epeKmuBHUM MermodoM NiKYBAHHA
€ mpaHcnaaHmauia neviHku. Bmoma, ceepbinc npu xonecmamu4Hux cmaHax ma binb
i 30ymma »cusoma npu KiCmo3HUX CmaHax Cymmeso 8nIuBamb HA AKICMb

HCUMMA NAYieHMIB.

[nA nauieHTiB AMTAYOr0 BIiKY 3aTPUMKKM Y
BCT@HOBMEHHI  diarHo3y,  He3gaTHICTb
pO3BMBATMCA | O0CAraTM BIX PO3BMTKY, a
TaKoX TpyaHOLW nepexodi [0  iHWMX
HaZiaBadvis 40MOMOrK B Ni4iTKOBOMY BiLli €
[00aTKOBUMM YCKIaaHoBaIbHMM
daKTopamu.

ERN RARE-LIVER oxornioe Tpu Temn 3a
3axXBOPIOBAHHAMK:  ayTOIMyHHI  XBOpO6M

neYiHkK; MeTaboniuHi  xBopobu, aTpesil

OBYHMX LINAXIB Ta MNOB'A3aHi 3 HUMKM
XBOPOBM  MeuiHKK; CTPYKTYpHIi  XxBOpO6bW
mediHkM -~ Ynepwe y cdepi  NikyBaHHA
3axBOPOBaHb MeYiHKM Meperka MOBHICTIO
HTErpye HagaHHA AOMOMOrk AOPOCAVM i
OiTAM 3 aKueHToM  Ha  noTpebax
repexigHnX rpyn HaceneHHA Ta Hacaigkax
0118 CIMEN i3 TeHEeTUYHUM [iarHO30M.

[piopuTeToM € aKkTyanbHi  HaCcTaHOBW.
HactaHoBs 3 HagaHHAa  goromoru,
MiAKPINAeHi  CTaHOapTM3aLieln  KIYoBKX
[iarHOCTUYHWX | MPOrHOCTUYHKX TeCTiB,

peanizyloTbCA y CniBnpaui 3 EBPONencbKon
acouiauielo 3 BMBYEHHA 3axBOpIOBaHb
neviHki  (EASL) Ta  EBpONEncbKiM
TOBApPWCTBOM AUTAYOI racTpOeHTeposIoril,
renatosorii Ta HyTpuuionorii (ESPGHAN).

Meta ERN RARE-LIVER — BupiwmTH
CeprosHi npobnemu, MoB’A3aHi 3
obi3HaHicTIO  NikapiB  WOoA0  piaKiCHWX

3axXBOPIOBaHL MEYiHKK Ta CripaBea/mMBiM
[OCTYMOM [0 MEeTOAiB  fiKyBaHHd, Lo
LIBMAKO PO3BMBAIOTHLCA.

Hpal_uoeMo AASI TIALIIEHTIB 3 PIAKICHUMH, MAAO HOIIMPEHUMH | KOMITACKCHUMH xsopoGaMﬂ

MNpodecop AHcrap B. Jloxce
YHisepcumemcbKa KAiHiKa
Fambype-EnneHdop@, HimeuuuHa
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ERN i3 3axBoptoBaHb Crosly4Hol

TKaHWHM TA OMNOPHO-PYXOBOIO
ariapaty (ERN ReCONNET)

PiOKicHIi 3axB0prBaHHA Cnosy4HOI MKaHUHU ma onopHo-pyxoso2o anapamy (P3CT)
BK/II04AIMb Pi3Hi 3XBOPIOBAHHA MA CUHOPOMU, AKI MAKMe 3Ha4HUL 8nauB Ha dobpobym
nayieHMIB. [Jo HUX Hanexcams cnadKosi CMaHuU, CUCMeMHi aymoiMyHHI 3aXB0PBAHHS,
maki AK cucmemHuUtl CK1epo3, 3MiluaHi 3aXB0PIBAHHA CNOYYHOI MKAHUHU, idionamud4Hi
3anasneHi Mionamii, HedugepeHuitioBaHi 3aXB0PIOBAHHA CNOTYYHOI MKAHUHU mMa

aHmugocgoninioHUl cUHOPOM.

ERN ReCONNET po3pobnae cuctemy ans
HaOaHHA  BMCOKOAKICHWX,  IHHOBALMHMX,
cTanmx i CnpaBeg/vBMX  CTaHAapTis
MeauyYHOl [0MOMOrM Ta MPakTUMKK, LWob
3abe3neunT nauieHtam i3 P3CT B €Bponi
KpaLumi AOoCTyN 40 OXOPOHW 340PO0B'A.

3aBAAkM chiBmpaui Mix MOBHOMPaBHWUMM
yneHamy, npeacTtaBHMKamm  ePAG  Ta
adininoBaHnMMm napTHepamu, ERN
ReCONNET po3pobuna peLeH30BaHi
nybnikauii, y TOMy 4icni HaMHOBILLI
HacTaHoBM 3 KAiHIYHOT MPaxkTUKK,
nybnikauii Woao He3aaoBoneHnx NoTped B
MPOCBITI MauieHTiB, ONTYMI3auil MapLpyTiB
HaJaHHA OOMOMOru nauieHtam Ta Brsmvey
COVID-19 Ha P3CT. Mepera TaKox

po3pobuna  MeTofonorilo  CTBOPeHHA
opraHi3auinHmx mMoaenen HaZaHHA
[ornoMorn — nauieHTaMm i3 pigxicH1MMm
3aXBOPIOBAHHAMM, €BPOMNENCLKY

iHOPaCTPYKTYpy PeecTpiB ANA rapMoHi3auii
nannx y coepi P3CT, Aka npusHadeHa anA
06’egHaHHA yCix HaABHUX Ta
HOBOCTBOpPeHMX peecTpis woao P3CT vy Bcin
€spori,

BebiHapn AnA MeauuHVX MpauiBHUKIB Ta
nauieHTiB Ha Temu ERN ReCONNET, a
TAKOX BEepCii  HactaHoB i3 KAiHYHOI
MPaKTUKKX 0118 HeMeOWUYHWUX NpaLiBHUKIB.

MpeacTaBHUKM NaLieHTIB 6epyTb akTUBHY
ydactb y BCix Buaax AiAaneHocti ERN
ReCONNET, Bigirpato4m K4oBY posb Yy
po3pobneHHi MPOEKTIB Ta peLeH3yBaHHi
nybnikauin, Hagaw4m BaXmBy
iHbopMaLilo npo noTpebu nauieHTiB A1A
MoKpalleHHA  MaplipyTiB, a  TaxoX
JoroMarainum  MokpawmTh  3HaHHA  Mpo
3axBOpIOBaHHA Ta BefdeHHA MauieHTiB.
BoHn 6GepyTb yuvactb y BebiHapax fK
y4acHMKM  0BroBopeHHA  Ta  cayxadi,
po3pobnAlnTe  Bepcii  nybnikauin - anAa
HeMeaWuYHWX  MpauiBHWKIB, NIATPUMYIOTb
npoueaypy OUIHIOBAHHA HOBWX 4YIeHiB Ta
6epyTb y4acTb B yrpaBiHHI.

TicHa cniBnpaua pisHWX  3auikaBneHmx
CTOPIH, 3a/ly4eHnx 40 Mepexi, € OdHIEn 3
ronoBHux nepesar ERN ReCONNET, wo
Hadani NoKkpallyBaTUMe KUTTA Nloaen, AKi
HBYTh i3 P3CT.

MNpodecopka MapTta Mocka
JlikapHs [Mi3aHcbKo20
yHisepcumemy, Imarnis
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3oceperKeHHA yBarm Ha
NOKpaLleHHI 340p0oB'A MauiEHTIB:
POSb OpraHi3ayin NauieHTIB

OcepaoaM ERN € nauientn. Opranizadii
nauienHTis, 30KpeMa EURORDIS —
HeypAaoBMiA anbaHC NalienTiB, Wo 06’'eaHYE
984 opraHizauii nauieHTiB i3 pigricH1Mn
3axBOpOBaHHAMKM B 74 KpaiHax, —
BiQirpaloTb  aKTMBHY pPOfib Y  PO3BUTKY
Mepe)k  Be noHagd AecATb  POKIB.
CninbHAMKX  3yCUNNAMM  BOHWM  [OMOMOrn
3pobut  npioputetoM  ERN  po3BuTOK
KMAIHIYHOI  OCKOHA/IOCTI  Ta  MOKpalleHHA
pe3ynbTaTiB NiKyBaHHA NawieHTiB BOAHOYAC
i3 3abe3neyeHHAM CnpaBeaMBoOr0 4OCTyNy
00 AKiCHOI AonoMorK B ycin Espori.

"«Mu bysu npucymmHi npu 3apooxceHHI yiel

ioei 8 pobodili 2pyni BUCOKO20 pPIBHA 3
NUMaHb NOc/1ye i3 0XOPOHU 300poB’'A ma
meduuHol  donomoau, Koau  ERN - 6ysu
BKJIIOHeHI B Lupekmusy npo
MPAaHCKOPOOHHY OXOPOHY 300p0B’A, S—
Kare IHec EpHaHgo,  AMpEeKTopKa
Bigainy ERN Ta oxopoHu 340poB'A B
EURORDIS. — Mu 3 depucasamu-ynieHamu
ma  EBponeliCbKo  KOMICIED — NPOULL/IU

dogaull wnax 8i0 HAOPOONCeHHS KoHuenuir

00 3aKoHOOaBCMAa, Yepes Mobinizauilo ma
KAAGCMepu3auyito  KAIHIYHUX KepiBHUKIB 00
3anycky 24 ERN, 32pynosaHux  3a
mepanesmuYHUMU HanNpAMAmu, ma 3apas
MU nidmpumyemo iX peanizayito, micHo
cnisnpauyy 3 3aXUCHUKAaMu — npas
nayiedmis  ma KAHIMHUMU  KepiBHUKAamU,
3an1y4eHuUMu 0o mepexc.”.

Ak MOCTiMHW  napTHep vy PO3BUTKY
koHuenuii  ERN, EURORDIS npogoBye
cniBnpauiosaTt 3i CNiJIbHOTOD MaUieHTIB i3
DIOKICHMMKM  3aXBOPIOBAHHAMM,  KAIHIYHUMM
KepiBHMKaM1 Ta KoMaHAamu 3 ynpassliHHA
npoextamm  ERN, wob  3abe3neuntn
perynAapHe i cucTeMatuyHe  3aslyudeHHs
MauieHTiB 00 AiAbHOCTI Ta ynpasniHHA
ERN. KepiBHWKM KAiHIYHKMX HanpAMiB Ta
3aXMCHWKM  MauieHTiB, 3anydeHi 4o ERN,
MOCTYNoBO GOPMYIOTb KyNbTypy CMislbHOr0O
nigepcrsa i BY4aTbCA HaMKPaLLMM MeTo4aMm
cniBnpadi anA 3abesneveHHsA BHecky ERN y
MOKPALLEHHA MUTTA Ml04eN, AKi *K1BYTb i3
DiIOKICHMMK 3aXBOPIOBAHHAMM.

“Cb0200HI He icHye Memodid niKyBaHHA
baeambox  piOKICHUX 30XBOpI0BaHL,  —
noscHioE  naHi  EpHango. —  OdHak
KyZbMmypa — HABYGHHA,  AKY  no4anau
bydysamu ERN, nepemasopioe ix Ha yeHmpu
iHHoBayitl. BusHayalo4u pe3ysemamu 0/1s
KOHKPemHUX  30XBOpIoBaHb, AKI MOXCHA
cucmemMamu4Ho BUMIpBamu i
noLUUPIOBAMU  Ceped  Pi3HUX eKCnepmHUX
ueHmpis ma KpaiH, ERN Biokpusaioms
waax 0o nidsBuweHHs — AKocmi ma
BNPOBAONCEHHA ONMUMAsIbHUX  MedUYHUX
abo xipypaidHux 8mpy4aHs”.

OuikyeTbca, wo ERN noknagyTtb Kpam
i30/71ALiT, 3 AKOK0 CTUKAITLCA CMiNbHOTH
navuieHTIiB i3 piaKICHUMM
3axBOpOBaHHAMM, nigsuvwaTh
BMOWMICTb eKcnepTiB y BCin EBponi
i AOMOBHATb CMPOMOMHOCTI

HaLioHaNNbHUX CUCTEM OXOPOHWM 340PO0B'A
ANA OiarHOCTUKK, NiKyBaHHA Ta BedeHHA
nauieHTiB. “Lljob6 maki docseHeHHs Habynu
wiupoKux mMacwmabis, NosuHHI icHysamu

Yimki ma npo3opi Mapwipymu
HAnNpasIeHHs. Lepxcasam-yneHam
HeobxioHo — cmBopumu  MexaHiamu i
npouyecu, AKi CNpUAMUMYMmb

BUKOPUCMAHHIO | npuldHamMmio 6a3 3HaHb
ERN, Hanpuknad, nid 4ac po3pobrieHHs
mapLupymis HOOaHHSA donomozu
nauieHmam i3 pioOKiCHUMU
30XBOPIOBAHHAMU’, — Karke BoHa.

[MauieHT™ nokNadalTb BEWKI Hadii Ha Te,
1110 ERN MOMyTb peanbHO BMMHYTK Ha IXHI
WUTTA:  “062080peHHA  CKAAOHUX BUNAOKIB
ma obmiHy Jdocgidom U excnepmHUMU
3HaHHAMU B8 ERN € saxciusum nepuuum

KPOKOM, ane KpaiHu NOBUHHI
BUKOPUCMOBYBAMU  3HOHHA, WO X
BUpobnAloMsL i Bidcmexcyioms  Mepexc,

Kpawe i wupwe, wWob  nokpawyumu
acummas 30 MinbLoHiB sded, aKi wusymsb
i3 piOKicHUMU 3axB0ploBaHHAMU B8 EBponi’,
— pgoaae nadi EpHango. — Ha upomy etani

[OEepHaBN-HneHm MaloTb  Bigirpasam
KMO4oBY ponb.  ‘Ha  yvomy  emani
depxcasu-yneHu  Mawme  sidizpasamu

KAlo4o0BYy posib. Hacmas yac po3susamu
ma niompumyBamu Mepexci BionosioHo
00 IxHix ambiyit, a maxkoxc iHme2pysamu
IX 'y HayioHasbHi  cucmemu  0XOpPOoHU
300poB’s, wWob noKpauumu NOKAa3HUKU
BUNICUBAHHA MA AKICMb ¥CUMMA AKoMo2a
binbLuoi KinbKocmi nayieHmis”.
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3axBopioBaHb (ERN RITA)
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ERN RITA 06’edHy€e npoBidHi eBponelicbKi UeHmMpU 3 eKcnepmHUMU 3HaGHHAMU Y cepi
diaeHoCcmuKu ma niKyBaHHA PiOKICHUX IMYyHO/102i4HUX NOpyLeHb — NomeHuitiHo Hebe3ne4vHux
0719 I}UmMmMA cmMawis, Aki nompebymb MyibmuducyunaiHapHoi donoMozau i3 3acmocyBaHHAM
KOMNJ1IeKCHO20 0ia2HOCMUYHO20 OUiHIOBAHHA Ma BUCOKOCNeyianizosaHoi mepanii. Mepexca
nodin[ae maki cmaHu Ha Yomupu niomemu abo Hanpamu pobomu: nepsuHHUL iMyHodegiyum
(M14), aymoiMyHHI nopyLIeHHs, peBMamuyHi 3axB0pBaHHA y dimel ma aymo3anasibHi

po3nadu.

MeToam iMyHOTepanii LIBMOKO
BiAKPMBAIOTbCA ~ Ta  BMPOBAOMKYIOTHCA.
Tepania nofiBaIeHTHUMM

iMyHOrnobyniHaMM — AOKOPIHHO — 3MiHMNA
MepcnexkTMBM  MaudieHTiB i3 gediumtom
QHTUTIN,  cheumdiyHa  aHTUUMTOKIHOBA
Tepania  3MiHMNa  KUTTA  MauieHTiB i3
PiAKICHMN ayTOIMYHHUMM Ta
ayTo3anasbHMMK - 3axBOpIOBaHHAMY; @
Tepanilo  CTOBOYpOBMMWM  KAITUHAMK  Ta
reHHy  Tepanio, WO iX  crno4YaTky
npvisHadanu anAa nikysanHA [0, Tenep
3aCTOCOBYIOTb  AN1A  JIIKYBaHHA  BCiX
3axBOPI0BaHb, OXOM/IEHUX MEpPEeHel0.

MepeKa CnMpaeTbca Ha poboTy HaABHMX
€BPOMENCBKMX HAYKOBWX TOBAPUCTB, AKi
pO3pobUIM  PEECTPU  MALIEHTIB,  KAiIHIYHI
HacTaHoBW, HanaroguaM  chiBnpauto vy
cohepi O0CNiaXeHb, MPOCBITHULBKY
OIANBHICTL Ta 3B'A3KM 3 OpraHisauiamm
MauieHTiB y BCIX HOTMPbOX HAMPAMKaX.

ERN RITA mparHe 3MeHLMTV HepiBHICTb Y
chepi  OXOpPOHM  340pOB'A, 3 KO
CTMKaITLCA  MauieHTV, WO  MparHyTb
oTpyMaTu  JocTyn 40 AiarHOCTUYHWUX
OOCNiAXeHb  Ta  iHHOBaUWiMHWX  MeToAiB
NiKyBaHHA, TakMx AK bionoriyHa Tepanis,
3aMicHa Tepania  iMyHornobyniHamm  Ta
KNITUHHA Tepanis, Hanpuknag,
TpaHcnnaHTauids  CToBOypoBMX  KAITWH. i
MeTa — o00'eaHaTV BXe HasBHI peecTpw,
pO3p0bUTM  3aranbHOEBPOMENCHKI  KNiHIYHI
HacTaHoBW,  CTBOpUTM  pobody  rpyny
reHeTUKIB A71A KOHTPOSII0 AKOCTI TexHonorii
CEeKBEeHyBaHHA  HAaCTYMHOrO  MOKONIHHA,
y3roguT  CRifbHWA  IHCTPYMeHT  AnA
bapmaroHarnAagy y chepi nikyBaHHA TaKkmx
piaKicHWX cTaHiB, chopmyBaTy pobady rpyny
3 MUTaHb MPaBWIBHOMO BMKOPUCTAHHA Ta
MOHITOPMHIY BionoriyHmMx npenapatis Ana

NiKyBaHHA iMyHO-OMoCepeAKoBaHMX
3axBOpioBaHb, 06’eAHaTV Ta BAOCKOHAATH
MeToam NiKyBaHHA cToBbYpOBMMM
KNiTMHaMKM  AAA  NauiedHTiB,  CNpUATK

cniBnpali Mk 06’eAHaHHAMM MALieHTIB, a
TakoK ob’egHaTV 3ycunnA  negiatpiB i
cnewianicTiB i3 NiKyBaHHA 4OPOC/MX logem
Y PaMKax 3rafaHyx YoTMpPbOX TeM.

Mpodecop Hiko MapTiHyc
Bynbdpaar
YHisepcumemcbKruti Medu4HuUL
ueHmp, Ympexm, HidepnaHou
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HpauloeMO AASI TIALIIEHTIB 3 PIAKICHUMH, MAAO HOIIMPEHUMH | KOMITACKCHUMH xsopo6aMpl

Iy giten

TpaHcnnaHmauisa y dimed (T/) oxonawe mpaHcnaaHmMauito napeHxiMmamo3Hux opaais (Tr10) i
mpaHcnaaHmadio 2emonoemuyHuUx cmosbyposux KaimuH (TICK) ma € eduHum cnocobom
JIKYBAHHA KiflbKOX PiOKICHUX 3aXB0poBaHb. [na Ha0aHHA onmumasbHoi donomoau nicsA
mpaHcnaaHmadyii nompibHi 3n1a2o0xceHi 3ycunna bazamonpoinbHoi KomaHdu. licna
mpaHcnaAaHmMauii NauieEHMU CMUKaMmbeCA 3 XPOHIYHOK iMYyHOCYynpecielo, AKa dae 3mo2y
YHUKHYMU B8idmopaHeHHA. TOMy MOHIMOopUH2 yCKAadHeHb NiC/IA mpaHcnaaHmayii €
HeobxioHUM 0718 NPOJOBICeHHA MPUBAIOCMI MA NOKPALEHHA AKOCMI ¥}cumms dumuHU.

ERN TransplantChild o6’egHye ¢axisuis i3
T Ta gonomory nicnA TpaHcnaaHTauii 4nAa
MOKpaLleHHA pe3ynbTaTiB onAa Aiten ta
IXHiX CiMen. MeTolo Mepexi € CKOpOYeHHSA
yacy nepebyBaHHA B fiKapHi  Ta
BMKOPUCTaHHA CKNaQHVX  AOBroTpUBaIUX
MeTOA4IB  JKyBaHHA.  Takok  Mepea
npauioe Hag NoKpalleHHAM mocnyr i3
MCUXONOTIYHOT  NIATPUMKM  MPKX Nepexoi
fiTen y nepioq 40OpPOC/OCTI.

Mepexa nparHe 3pobuTy AOCTYMHUMU
HOBITHI METOAMKM, MeMYHi,
dbapMaronoriyHi i TepaneBTUYHiI
[OCArHeHHS, 0HO4acHo CNpUAI4M
MOLUMPEHHI0 FapMOHI30BaHWX HACTaHoB i3
KAiIHIYHOT MPAaKTUKM i DO3BUTKY
nepcoHanizoBaHol MeauumHn y chepi T,

ERN  TransplantChild nparHe  3MeHWWTK
KiNbKICTb HEObXiaHWX 3yCWrb, MOB'A3aHMX i3
TPaHCMNAHTAUED, TakMX AK  MOBTOPHA
TpaHCNNaHTauisa i GapMaKosoriyHe nikyBaHHs,
Ta rapMmoHi3ye gonoMory nig yac TA, wob
MIHIMI3yBaTV  pU3MKM  yCKNadHeHb  nicnA
TpaHcnnaHTauii. Pa3om MpoBiaHi EBPOMNENCHKI
odaxiBui y cdepi TO npauoioTe  Hag
3HMMEHHAM CMEepPTHOCTI Ta 3axBOPIOBAHOCTI,
MOB'A3aHMX i3 TPAHCNNAHTALIE Y AiTen.

[-pka NanoMa Xapa Bera
YHisepcumemcbKa nikapHa Jla-
Mac, Madpud, IcnaHisa
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ERN 3 MynbTUCUCTEMHUX
cyamHHMX 3axsoptoBaHb (VASCERN)

Lo pidKicHUX MyibMucUCMeMHUX CyOUHHUX 3aXB0POBaHb HAIeXamb Po3/1adu, AKi Bpaxcanme
BCi MUNU KPOBOHOCHUX CyQUH, CNPpUYUHAMb HAC/IOKU OJ18 OeKiZIbKOX CUCMeM 0p2aHi3My, Lo
BUMa2ame My/IbmudUCcyUNIiHapHo20 nioxody do HadaHHAa donomoau. VASCERN cknadaembcsa 3
wecmu poboyux 2pyn, WO Npauiomes i3 maxkuMu piokicHUMU xBopobamu: cnadKoBor
2emopagzivyHot meneaHziekmasiew (HHT-WG); cnadkosumu xBopobamu 2pydHoi aopmu (HTAD-
WG); xaopobamu apmepiti cepedHb020 po3mipy (cyduHHUM cuHdpomoM Enepca-LaHnoca) (MSA-
WG); nimgpedemoro y dimetli ma nepsuHHoro nimpedemoro (PPL-WG); cyduHHUMU aHoMarism
(VASCA-WG) i HepsoBso-cyduHHuUMU xBopobamu (NEUROVASC-WG). OKkpim mozo, iCHYE KinlbKa
memamu4yHux pobo4ux 2pyn, AKi 3aMamMeCa NUMAHHAMU KOMYHIKaUii, peecmpis, emuku ma
NUMAHHAMU, NOB’A3GHUMU 3 BazimHicmio. 3a808Ku cneuianbHili ePAG 3axucHUKU nauieHmMIB
Moxcymb bpamu y4acmsb y B8cix sudax dianbHocmi VASCERN.

3aBaaHHA VASCERN oxorowTe  LiMdposi nocayrn 3 eneKTpoHHOI 0XOPOHM

MepeXeBy CriBnpawio, 06MiH eKcnepTHUMM
3HaHHAMK Ta X MOLMPEHHS; NPOCYBaHHA
HaMKpaLLUMX MPAKTVIK, HACTAHOB i KAIHIYHKX
pe3ynbTaTiB; PO3LUMPEHHA MOXKIMBOCTEN
MauieHTiB; BOOCKOHANEHHA 3HaHb  3a
[0MOMOroI0 KMIHIYHKX | QyHOAMEHTaslbHNX
L0CNiaXeHb.

MeanuHi NpauiBHUKK, AKi bepyTb y4acTb vy
mepexi VASCERN, Bxe cTBOpUAM Taki
NMPOCBITHWLBKI MaTepiany, sk BebiHapy Ta
cepisa Bigeoponmkie «Pills of Knowledges,
[OOCTYMHI B IHTEPHEeTI AK ANA Nikapi., Tak i
OnAa nauieHTiB. Mepeka onybnikysana
3aABM MNP0 KOHCEHCYC Ta IHCTPYMeHTW AnA
YXBa/IEHHA  KJ/IIHIYHMX  pilleHb, 30Kpema
MapLpyT¥ nauieHTiB  Ta iHbopMauinHi
bioneTteHi «Dos and Don'ts», Wob HagaTtu
rnopagm npo HanexHe AiarHoCTyBaHHA Ta

HadaHHA npasBusbHOT [onomoru
navieHTam i3 DiOKICHMM
3aXBOPOBAHHAMM.

300pOB'A, AK-0T MODIiNIbHMIA  3aCTOCYHOK
VASCERN, 6ynm po3pobneHi y crisnpadi 3
yCiMa  eKCrnepTHMMK  LeHTpamm  Ta
opraHizauiamm nauieHtiB  ePAG. TpwBae
opraHizauin  0bMiHIB M yCcTaHoBaMu-
yneHamm  Mepexi.  Tako  Mepexa
MPOAOBXKYE  OIIMTUCA  3HAHHAMKM  AK i3
yneHamy,  Tak i 3 MeandHUMU
npauiBHMKamu, He 3asydeHmmm 4o ERN.

Mpodecop liom HoHao
Mepexca depxcasHuUx
JnikapeHb MNapuxca, JlikapHA
biwa, ®paHyia
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HoBigHnK ERN

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 TRANSPLANT-CHILD

MetabERN

VASCERN

ERN 3 eHgokpyHHIX 3axBoptoBaHb (Endo-ERN)
ERN 3 xBopob HM1poK (ERKNet)

ERN i3 3axBopioBaHb KicTok (ERN BOND)

ERN 3 yepenHo-nmubL0BMX aHoManin Ta
3axBopioBaHb Byxa, Hoca Ta ropna (ERN CRANIO)

ERN 3 pigKicHmx i cknaaHmx eninenci (EpiCARE)
ERN 3 pary gopocimx (coniani nyxmvHm) (ERN EURACAN)

ERN 3 rematosnoriyHmx 3axsoptoBaHb (EuroBloodNet)

ERN 3 yporeHiTasibH1x 3axBOptoBaHb i CTaHiB
(ERN eUROGEN)

ERN 3 HepoBo-M30BKX 3axBopioBaHsb (ERN EURO-NMD)

ERN i3 3axBoptoBaHb oqelt (ERN EYE)

ERN 3 reHeT4HMX CUHAPOMIB PU3MKY MyXIMH
(ERN GENTURIS)

ERN i3 3axBopioBaHb cepuA (ERN GUARD-Heart)
ERN 3i cnagroBuix i BpogrkeHmx aHomMani (ERNICA)

ERN 3 BpoarKeHux Baf pO3BUTKY Ta piaKicHOT
iHTeneKkTyanbHoi HegocTaTtHocTi (ERN ITHACA)

ERN 3 pecnipaTopHux 3axsopioBaHb (ERN LUNG)

ERN 3 guTAYoro pary (remMaTtooHKosorisA)
(ERN PaedCan)

ERN 3 renatonorivHmx 3axsopioBaHs (ERN RARE-LIVER)

ERN i3 3axB0opioBaHb CronyYHOT TKAHWHM Ta
oropHo-pyxoBoro anapaty (ERN ReCONNET)

ERN 3 iMmyHoOediunTiB, ayTo3anasibH1x Ta
ayToiIMyHHIMX 3axBopioBaHb (ERN RITA)

ERN 3 piakicH/x HesponorivH/x 3axeopioBaHsb (ERN-RND)
ERN 3i LwKipHWX 3axBopioBaHb (ERN Skin)

ERN 3 TpaHcnnaHTauii y airen
(ERN TransplantChild)

ERN 3i cnaaroBmx MeTaboniuHmx po3nagis (MetabERN)

ERN 3 MynbTHQ1CTEMHIX CyayHH/X 3axBopioBaHb (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
WWW.eurogen-ern.eu

Www.ern-euro-nmd.eu

www.em-eye.eu
www.genturis.eu/
www.guardheart.ern-net.eu

Www.ern-ernica.eu

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

www.reconnet.ern-net.eu

www.ern-rita.org

www.ern-rmd.eu

www.ern-skin.eu
www.transplantchild.eu

www.metab.erm-net.eu

www.vascern.eu

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

https://ernbond.eu/contact/
ern-cranio@erasmusmec.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.em-net.eu

ern-emica@erasmusmc.nl

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

ermn.reconnet@ao-pisa.toscana.it

contact-rita@ern-net.eu

info@ern-rnd.eu

coordination@ermn-skin.eu
coordination@transplantchild.eu

https://metab.erm-net.eu/contact/

contact@vascern.eu
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GETTING IN TOUCH WITH THE EU

In person
All over the European Union there are hundreds of Europe Direct information centres. You can find the address of
the centre nearest you at: https://europa.eu/european-union/contact_en

On the phone or by email

Europe Direct is a service that answers your questions about the European Union. You can contact this service:
— by freephone: 00 8006 7 8 9 10 11 (certain operators may charge for these calls),

— at the following standard number: +32 22999696 or

— by email via: https://europa.eu/european-union/contact_en

FINDING INFORMATION ABOUT THE EU

Online
Information about the European Union in all the official languages of the EU is available on the Europa website at:
https://europa.eu/european-union/index_en

EU publications
You can download or order free and priced EU publications at: https://op.europa.eu/en/publications. Multiple copies of

free publications may beobtained by contacting Europe Direct or your local information centre (see https://europa.eu/european-union/contact_en).

EU law and related documents
For access to legal information from the EU, including all EU law since 1951 in all the official language versions,
go to EUR-Lex at: https://eur-lex.europa.eu

Open data from the EU
The EU Open Data Portal (https://data.europa.eu/en) provides access to datasets from the EU. Data can be downloaded and

reused for free, for both commercial and non-commercial purposes.
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LlJopoKy 8 nis minblioHa nwdel y EBponi diazHOCMYyMb pidKiCHe 3aXBOpPHBAHHSA.
H{o0Ha KpaiHa He Moxce 30o1amu uel BUK/UK CaMOMYyXCKU.

EBponelicbKi 00BIOKOBI (pepepeHmMHI) Mepexci — ue BipmyasnbHi Mepexci, AKi
06’edHyromb ¢paxisuis 3i Bcbo2o EC ma EETT.

Pa3om BoHU 6oprombCsa 3 pidKiCHUMU 3aXB0POBAHHAMU, 30XBOPIOBAHHAMU 3 HU3bKOIK
NOLUUPeHICMIo ma CKIAOHUMU 3aXB0OPBAHHAMU LW/IAXOM NoJiNUWeHHA dia2HOCMUKU
ma docmyny do ¢axosoi donomoau.

Share. Care. Cure.

HeTanbHiwe npo EBponencbKi [0BiAKOBI (pedepeHTHi) Mepexi

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

Publications Office
of the European Union





