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MIHICTEPCTBO OXOPOHHU 310POB’SI YKPATHU

ByI. M. I'pymeBcrkoro, 7, M. Kuis, 01601, texn. (044) 253-61-94, E-mail: moz@moz.gov.ua,
web:http://www.moz.gov.ua, xon €IPIIOY 00012925

BIZ Ne Ha Ne BI

MaTtomenko B.
foit+request-125854-
5¢0eb510@dostup.org.ua

JlemaptamMeHT MeAMYHUX MOcayr MiHicTepcTBa OXOPOHU 3A0pOB’S YKpaiHu
PO3TJISTHYB 3alliT Ha MyOsuHy iHpopmarliito MaTromenka B. mono Bukonanss [Inany
nismibHocTi MO3  Ha 2023 pik, a came: po3poOJIeHHsS Ta 3aTBEPKCHHS
METOJIOJIOTIYHUX PEKOMEHAIHN i MPUHHATTS pillieHb MO0 AeP>KaBHOI MiATPUMKH
MAIIEHTIB, SIKI CTPaXKIAI0Th Ha piAKicHI (opdaHHI) 3aXBOPIOBaHHS, pO3pOOJIEHHS Ta
BIIPOBAKCHHSI IOBIHUKIB Ta Kiacudikamiid piakicHuxX (opdaHHUX) 3aXBOPIOBAHb B
CJIEKTPOHHIA CHCTEMI OXOpPOHM 37I0POB’S Ta PO3pOOJEHHS Ta 3aTBEpPIKEHHS
CTPYKTYypH HaOOpIB arperoBaHUX JCTICPCOHAI30BAHUX JAHUX 3 METOI TOAIBIIOTO
iX BUKOpUCTaHHS B TpoIleci IJIaHyBaHHS 3aJOBOJICHHS MOTpe0 MAlli€HTIB, SKi
CTpaXJaloTh Ha piAkicHI (opdaHHI) 3aXBOPIOBaHHS, €MiAEMIONOTIYHOTO HATIISTY,
HAayKOBHX JIOCIIKEHB Ta MyOJIiKaIlli K BIIKPUTUX JTaHUX, Ta TIOB1IOMIISE.

BigmoBimao mo crarri 1 3akony VYkpainm «lIpo moctynm mo myOmigHOT
iHpopmarii» (mami — 3akoH) myOsiyHa iHpOpMAaIis — 1e BimoOpaxkeHa Ta
3aIOKyMEHTOBaHa OyIb-IKMMH 3aco0aMH Ta Ha OyAb-SKHX HOCISX 1HGOpMAIlis, 110
Oynma otpumaHa ab0 CTBOpeHAa B TIPOICCI BHUKOHAHHSA Cy0 €KTaMH BIIQIHUX
MOBHOBaYKEHb CBOiX OOOB’SI3KiB, mepeadadyeHUX YMHHUM 3aKOHOJABCTBOM, abo0 siKa
3HAXOJUTHCS Yy BOJIOAIHHI Cy0’€KTIB BIQJHUX MOBHOBAXKEHB, IHIIUX PO3MOPSIIHHUKIB
ny6migHoi 1H(opMarii. 3riiHO 3 YacTUHOIO mepiIor ctarti 19 3akoHy 3amuT Ha
iHpopMaIlito — 11e TPOXaHHA 0COOM 10 PO3MOpsSAHMKA iHQOpMAIll HagaTH MyOIiYHYy
1H(pOpMaIlito, 10 3HAXOAUTHCS Y HOTO BOJIOIHHI.

3a3naveni 3axoau nepeadaudeni «llmanom 3axomiB moao peamnizamii Konmenrii
PO3BUTKY CUCTEMH HAJaHHS MEIWYHOI JOIOMOTHM Nali€HTaMm, SIKl CTpakIaroTh Ha
piakicHi (opdanni) 3axBoproBaHHs, Ha 2021-2026 poxu», SKuUN 3aTBEPIKEHO
posnopsamkeHHsM Kabinety MinictpiB Ykpainu Big 11 sxoBtHst 2021 poky Ne 1235.

[Inan pgismpHOCTI MiHICTEpCTBa OXOpPOHM 370poB’s Ykpainu (mami — MO3)
3aTBep/KEHO Haka3oM Bix 29 kBiTHS 2023 poky Ne 814 «IIpo BHeceHHsS 3MiH 10
[Tnany mismeHOCTI MiHiCTepcTBa OXOPOHU 30poB's Ykpainu Ha 2023 pik».

[lomo mnynkty 180. Po3poOneHHs Ta 3aTBEPKEHHS METOJOJOTIYHUX
pEeKOMEHJaN A1 NPUUHATTS PIIICHb 100 JACPMKABHOI MIATPUMKH MAIlI€HTIB, SKI
CTpaXXJIal0Th Ha PiAKicHI (opdaHHi) 3aXBOPIOBAHHSI.

3a iHdopmartiero Jlep:kaBHOro mignpueMcTBa «JlepxaBHUN €KCIIEPTHUMN LIEHTP
MinicTepcTBa OXOpOHHM 310pOB’s Ykpainm» (mami — LleHTp) nans mnpoBeAeHHS
JOCTIIKEHHS 3 anpoOarlii IHCTpyMeHTa MyJIbTUKPUTEPIaIbHOTO aHali3y pilleHb (aii
— MKAP) B YkpaiHi isl OLIHKY NEPCTIEKTUBU BUKOPUCTAHHS Y MPAKTHULIl BBAXKAEMO
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32 JIOUUJIbHE BHUKOPUCTAHHS  BUBAXKEHOTO MIJIXOJy WIOJ0 3aCTOCYBaHHS TaKOro
JI0JIaTKOBOTO 1IHCTPYMEHTY, OCKUIbKH B MIKHApOAHIN mpakTuii gocuimxeHHs MKAP
i€ TPUBAIOTh Ta MPOJOBXKYIOTh BUBYATHUCS MOKIIMBOCTI MOJAAJIBIIOTO 3aCTOCYBaHHS.
PexomenmoBanmii 6a30BHil aJITOPUTM Ta €TANK MPOBEACHHS MYJBTHKPUTEPIaIbHOTO
aHai3y HE 3a3Hadu 3MiH y MDKHapoAHid mpakTumi ctadoM Ha 2023 pik Ta
MOTPEOYIOTh TOJANIBIIIOTO TOCTIKEHHS IHCTPYMEHTY.

3a iadopmariiero [{eHTpy mpomo3uiii 10 METOIOJIOTIYHUX PEKOMEHIAINA IS
OPUAHATTS PIIIEHb I[IOAO0 JACPKaBHOI MIATPUMKU TAIIEHTIB, SKI CTPaXKIAlOTh Ha
pinkicHi (opdanHi) 3axBoproBaHHsS, Oynu c(opmMoBaHI 3a pe3yibTaTaMH OTJISAY
MDKHApOJHUX  MyOmikamid 1  JociHypKeHb  MDKHapoJHOTO  TOBapucTBa 3
dapmakoekoHoMmiuHuX aociikeHb (ISPOR) Ta JIOHTOHCHKOI IMIKOJHW €KOHOMIKH Ta
nosituku (LSE), MO3 3amnanoBaHo po3poOKy npoekTy Hakazy «lIpo 3aTBeppkeHHs
METOI0JOTTYHUX PEKOMEHIAIIN JIJIsl MPUUHSATTS PIMIEHB 100 JEP>KaBHOI MIATPUMKH
MAIIEHTIB, K1 CTPAXAAIOTh Ha PiKICHI (OpdaHHi) 3aXBOPIOBAHHS.

[lomo mnynkty 181. Po3pobnenHs Ta BHOPOBAa[PKEHHS JOBIAHUKIB Ta
Kiacudikamii piakicHux (opdaHHUX) 3aXBOPIOBAHb B €JICKTPOHHIA CUCTEM1 OXOPOHHU
3M0poB’st Ta TyHKTY 182. Po3poOneHHs Ta 3aTBEpIKEHHS CTPYKTYpH HaOOpiB
arperoBaHuX JENepCOHANII30BAHUX JAHUX 3 METOIO IMOJAJIBIIOrO iX BUKOPUCTAHHS B
mpolieci MiIaHyBaHHS 3aJ0BOJICHHS MOTPeO MAIEHTIB, SIKI CTPaXAalOTh HA PIAKICHI
(opdanHi) 3aXBOPIOBAaHHS, CIiJIEMIOJIOTIYHOIO HATJISAAY, HAyKOBUX JOCHTI/DKEHb Ta
nmyOJTiKamii sSIK BIIKPUTHX JaHUX, peaTizallis 1X MOXJIMBA MICJIs 3AIMCHEHHS TIepeKIany
ORPHANET Ta 3aTBep/KeHHS HAIIOHAIBHOTO KiacudikaTopa pPIAKICHUX
(opdanHMX) 3aXBOPIOBAHb.

Imnnementamnist knacudikaropa ORPHANET B cucreMy 0XOpoHH 370pOB’st
VkpaiHu [03BOJUTH HE OOMEXYBaTH KUIBKICTh Op(aHHUX HO30JOTIA MepeTikoM
Haka3zy, a HaJacTh pPIBHI MpaBa 1 MOXIUBOCTI BCIM Mali€HTaM 3 PiIKICHUMHU
(oppaHHMMM) 3aXBOPIOBAaHHSMH, IO BIANOBIJaTUME CBITOBUM CTaHJIapTaM
Kiacudikamii.

MO3 i HamioHaJbHUM 1HCTUTYTOM OXOpPOHHM 3JI0pPOB’S Ta MEIUYHHX
nocmimkens (Institut national de la santé et de la recherche médicale), nepxaBHIM
HAyKOBO-TEXHIYHUM 1HCTHTYTOM (nani — Inserm) 22 mrortoro 2024 poxy MiAmUCaHO
Memopanaym npo cmiBnpaiiro Mix MO3 Tta Inserm (mani — MemopaHayM) 3 METOIO
JOKJIaJJaHHsI CIUIBHUX 3yCUJIb, CIIPSIMOBAHUX HA TOKPAIICHHS JIIKYBaHHS TMAIliEHTIB 3
PIAKICHUMHM 3aXBOPIOBAaHHSMH, HAJaHHS CEPBICIB, TOB’S3aHUX 3 BEACHHSIM Ta
JIKyBaHHSM PIAKICHUX 3aXBOPIOBaHb, aalTOBAHUX J0 MOTPeO MAIlEHTIB Ta iXHIX
POIIMH, CEKTOpY OXOPOHU 3J0pPOB’S 3 BHUKOPUCTAHHSM Cy4YaCHHUX MIAXOJIB Ta
3arajJbHOEBPONEHCHKOT TMPAKTHUKHA, HAa OCHOBI fAKOi po3pobmeno Homenknarypy
piakicHux 3axBoproBaHb (ORPHANET).

Metoto uporo Memopanaymy € cmiBopais Mk CTOpoHaMH, COpsIMOBaHa Ha:
ajanraiilo HOMEHKJarypu piakicHux 3axBoptoBanb (ORPHANET) B Vkpaini,
30kpeMa nuisixom mepeknany ta agantarii ORPHANET (po3po6iienoi Ta HamaHoi
Inserm), mepekiazeHoi Ha YKpaiHCBKY MOBY 3 TMOJAJbIIAM BIPOBAKEHHSIM Y
Hal[lOHAJIbHE 3aKOHO/AABCTBO, PO3IIMPEHHS Ta CTAaHAAPTU3ALlls €MiAeMIONOTIYHOTO Ta
TeHOMHOTO aHaJIi31B B YKpaiHi BIAMOBIIHO 10 €BPONEHCHKUX CTAaHAAPTIB.
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Hapazi MO3 npoBoauTh TEXHIYHI KOHCYJbTAIlli 3 (paHIy3pbKOK CTOPOHOIO
CTOCOBHO Y3TO/DKCHHS YTOAM IIOJO0 TepeKiany Ta IMIUIEMEeHTalii Kiacudikaropa
ORPHANET B cucremy 0XOpOHH 310pOB’sl YKpaiHH.

[Ticns 3aBepiIeHHS Y3rO/UKYBAJIbHUX MPOLEAYp Ta MiANHUCAHHA MIXKHAPOIHOT
YTOJU MIX YKPaiHCHKOIO Ta (PaHIy3bKOI0 CTOPOHAMU IJIAHYETHCS peaizallis 3aX0/1y
mogo mnepekinanry ORPHANET Tta miaroroBka AOKYMEHTIB JJis  TOJAHHS
Miunekonomikun s 3atBepukeHH: ORPHANET y  sKkocTi  HalioHajIbHOTO
kiacudikaTopa piakicHuX (opdaHHHUX) 3aXBOPIOBaHb B YKpaiHi y BCTaHOBJICHOMY
3aKOHO/aBCTBOM TOPSIKY.

[le Takok M03BOJIUTH 3a0€3MEUUTH OOJNIK MAIIEHTIB HE 3aJ€KHO BiJ BIKY Ta
MOKPAIIUTh KOHTPOJIb iX OE3MepepBHOTO JIKyBaHHS, PO3POOKY Ta peasizarlito
UPOBUX PillieHb, CIPUATUME PO3BUTKY BiMOBITHOTO (yHKIIOHATY iHPOpPMAIIHHO-
KOMYHIKAIIMHUX CUCTEM y cpepi OXOPOHHU 3/10pOB’s B YKpaiHi.

HC3Y 3abe3nedye piBHI MOXIMBOCTI B HaJaHHI MEAMYHUX TMOCIYT YCIM
KaTeropisiM rpoMajsiH YKpaiHH, 30Kpema ocobaM, sIKi CTpakIaloTh Ha PIiIKIiCHI
(opdanHi) 3aXBOpIOBaHHS, OJJHAK 3aX0IH 13 PO3POOIECHHSI METOJUUHUX PEKOMEH AN
I0/I0 KOJAYBaHHS CTaHIB, J1arHO31B, KJIIHIYHUX 1 JaOOpPaTOPHUX CIOCTEPEKEHB 1
BEJICHHSI €JICKTPOHHUX MEIUYHUX 3aMHUCIB CHEliaiCTaMH BIAMOBIIHO 0 MapIIpyTiB
NAIl€HTIB, AKi CTPa)XXIal0Th HA piAKicHI (opdaHHl) 3aXBOPIOBAHHS, Ta Taly3eBHX
CTaHJAPTIB HAJaHHS MEIUYHOI OTIOMOTH, a TaKOX 3aXOAu 13 PO3pOOJICHHS Ta
3aTBEPKEHHS CTPYKTYpHU HAOOPiB arperoBaHuX JAEMEPCOHATI30BAHUX JIaHUX 3 METOIO
NOJANBIIOTO iX BHUKOPUCTaHHS B TMpOLECI IUIAHYBaHHS 3aJOBOJICHHS MOTPeO
MaIi€eHTiB, SKI  CTpaxJaloTh  Ha  piakicHi  (opdaHHI)  3aXBOPIOBAHHS,
eMiIEMIOJIOTTYHOTO HATJIsiAy, HAayKOBUX JOCHIKeHb Ta MyOmiKamii sK BiIKpUTHX
JMaHuX (B YacTHHI, 1[0 HE CYNEpeYUTh 3aKOHOJABCTBY IPO 3aXHUCT MEPCOHAIBHUX
JAaHWX ), BAKOHAHO YaCTKOBO.

Ha croroani BHeceHHs iH(pOpMaIlii mpo narieHTa 3 ophaHHUM 3aXBOPIOBAHHIM
(B3aemomiit Ta emizofiB) 10 ECO3 He BiJIpI3HAETHCS BiJl BBEACHHS JTaHUX MAIIEHTIB 3
iHmUMU  ctaHamu. JlabopaTtopHi Ta I1HCTPYMEHTaJIbHI TOCHIKEHHS KOMYIOThCS
BIJIMOBITHO /10 HalioHadbHOTO Kiacudikatopa. Takox mo ECO3 Oynu momani Koau
LOINC (Logical Observation Identifiers Names and Codes) 21 opdanHoro
3aXBOPIOBAHHS, K1 BKIIFOUEHI JIO MPOTPaMU PO3IIUPEHOTO HEOHATATHLHOTO CKPUHIHTY.

Axkagemieto HC3Y  pospobneno HaBuanpHuii kypc «HoBa cucrema
HEOHATAJIBHOTO CKPUHIHTY B YKpaiHi», SKUM CTBOPEHO JJIsl O3HANOMIICHHS JIiKapiB Ta
MEIUYHOTO TEPCOHATY 3aKJajliB, YYACHUKIB MPOIECY HEOHATATbHOTO CKPUHIHTY, 3
MOPSAIKOM MPOBEACHHS PO3IMIUPEHOT0 HEOHATAIHHOTO CKPUHIHTY Ta 3 0COOJMBOCTSIMHU
BEJICHHS €JICKTPOHHUX MEIMYHUX 3aMUCIB, CTBOPEHHS 1 BUKOPUCTAHHS €JIEKTPOHHUX
HampaBlieHb HA HEOHATATbHUI CKPUHIHT.

Jupextop denapramenry
MEAUYHMX MOCIYT Terana OPABIHA

Haranist Octpononens (044) 253 53 07



