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PinkicHi 3axBoproBanHs (P3) xapakTepu3yroThCsl HU3bKOIO MOMIMPEHICTIO, 110
3HAYHO YCKJIQJIHIOE X CBOEYACHE BUSBJICHHS, Kiacudikaiito i peectpariro. CepenHiii
yac BCTAHOBJIEHHS J1arHo3y /Uil P3 B YkpaiHi 3a/IMIIa€ThCS TPUBAIMM YEPE3 HU3bKY
0013HAHICTH JIIKApiB IEPBUHHOI Ta BTOPUHHOI JIAHKH, BIJICYTHICTh CTaHAAPTU30BAaHUX
JTIarHOCTUYHUX aJTOPUTMIB Ta OOMEXKEHMI JOCTYIl JO BHCOKOCIIEIIai30BaHUX
JTa00pATOPHUX 1 TEHETUYHUX JOCHIIKEeHb. [113He BUABICHHSI XBOPOOU MPU3BOIUTH 10
HE3BOPOTHUX 3MiH, 30UIBIIIEHHS BApTOCTI JIIKyBaHHS Ta CMEPTHOCTI, a TaKOX [0
HEIPaBUJILHOTO KOAYBAaHHS J1arH031B Y CTATUCTUYHUX (popMmax.

He3Baxatouu Ha 3a7exiapoBani B KoHteniii y/1oCkOHaIeHHS CHCTeMU HaIaHHS
gomoMoru  opdaHHUM MallieHTaM HaMipd MO0 CTBOPEHHS TMOBHOLIHHOI
iH(popManiiiHO1 IHPpacTpyKTypH, B YKpaiHi i 1oci BiICyTHIN equnuii peectp P3. Ha
MpaKkTUIll J@aHl TMPO TaKUX TMAIEHTIB 3alUIIAlOThC  (parMeHTOBAaHUMH  Ta
PO3MOPOIICHUMH MK PI3HUMHU JKEpEIaMu: JIOKAJIbHUMU 0a3aMu JaHUX Yy 3aKiiajax
oxopon#u 310poB’s (303); peecTpaMu, sIKi CAMOCTIMHO BELyTh IPOMAJICHKI MalliEHTCHKI
opraHizamii Ta OmaromiiiHi GoOHAM; a TakoX IHQOPMAIIHHUMH MAaCUBaMH,
c(hOpMOBaHMMH B Me&KaX HAYKOBHX 1 KJIIHIYHUX MPOEKTIB.

HasBHi mxepena BUKOPUCTOBYIOTH pi3HI (hOpMATH TaHUX, KPUTEPIl BKIIFOUCHHSI
MAaIEATIB, MAXOANW 10 KOJYBaHHS J1arHo3iB 1 BUMOTH J0 3BITHOCTI. BimcyTHICTBH
CTaHJapTHU3allli Ta 1HTEPOINepadeIbHOCTI YHEMOXKIIUBIIOE (HOPMYBaHHS ILJIICHOI Ta
JIOCTOBIPHOT KapTHUHHU MIOJI0 peaibHOI ToImupeHocTi P3, yckimanHioe miiaHyBaHHS
pecypciB, po3paxyHOK OFOJKETHUX MOTPEO 1 MPOTHO3YBaHHS OOCSTIB JIIKYBaHHS. Y
pe3yibTaTi JiepKaBa HE Ma€ 1HCTPYMEHTIB [UIsi OOIPYHTOBAHOTO TNPUNUHATTA
YIPaBIIHCHKUX PIIMICHD 1 €PEKTUBHOTO MJIAHYBaHHS MTPOTpam JIjisl aIie€HTIB 13 P3.
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[Ie omHier0 TPOOIEMOIO € HeOoCTaTH ITU(POBI3aIlis, TEXHIYHA HEOTHOPITHICTh

Ta sKICTh AaHuX. EnextponHi cucremu y 303 He yHi(iKOBaHI, BAKOPUCTOBYIOTh P13Hi
IporpaMHi pIllIEeHHs, 10 YCKJIQJHIOE aBTOMAaTU30BaHy Iiepeaady iHdopmarii y
HEHTpaldbHl peecTpu. YacTo BiACYyTHI MOJIyNi Ui BHECEHHA naHux mpo P3, a
OHOBJICHHS 3I1MCHIOETHCA BPYYHY, 110 TPU3BOAUTH J0 MOMUJIOK 1 ayOmoBanHs. J[o
TOTO K, 3allUCH B PEECTPax YacTO MICTAThH MPOIYIICHI MOKa3HUKHU, Pi3HI (popMaTH,
HEMOBHI KJIHIYHI BiIOMOCTI. BiJCyTHICTh aaropuTMiB aBTOMAaTHYHOI MEPEBIPKH, a
TakoXX Hey3ropkeHicTs koaiB MKX-10/MKX-11 ycknagHioroTs aHam3. Yepes Opak
CHEIATICTIB 3 MEAUYHOI 1HPOPMATHKU KOHTPOJIb SIKOCTI JAaHUX OOMEKEHUM.

Kpainu €C mnpamoooTh HaJl CYMICHICTIO PEECTpiB uepe3 E€BpONEUChKY
mwiatdopmy peectpanii P3 (EU RD Platform European Platform on Rare Disease
Registration), 1110 103B0oJIsIE OOMIHIOBATUCS TAHUMHU MIK HaI[lOHATbHUMH CUCTEMAMH.
V¥ Kanani ta CkaHIMHABChKUX KpaiHaX BUKOPUCTOBYIOTHCS CTaHIapTU30BaH1 HAOOPH
noka3HukiB (Common Data Elements) 115 K0xHO1 HO30J10T1i, III0 3HAYHO MiABHUIILYE
MOPIBHSHHICTD JIAHUX.

CtBOpeHHsI ¥ aJIMIHICTPYBaHHSA PEECTPIB MOTpeOye 3HAYHUX 1 MOCTIHHUX
iHBecTULli. B YKpaini 11l BUTpaTu He 3aKJ1aJIeH] B JOBITOCTPOKOBI I€pKaBHI IPOrPaMH,
0 TMPU3BOAUTH JI0O BUKOPUCTAHHS 3acTapuimx MenuuHux TexHomorin (MT),
BIICYTHOCTI TEXHIYHOI MIATPUMKMA Ta HEMOXJIMBOCTI MaciuTa0yBaHHS. Tak,
Hanpukiaz, y @paniii peectpu P3 dinancyrorbes sk yactnHa HatloHanbHOTO TUiany
3 P3 (Plan National Maladies Rares), y CILIA dinancyBanus 3a0e3neduyeTbest uepes
HauionansHi iHcTuTyTH 0XOpoHH 3A0poB’s (National Institutes of Health — NIH).

HarmionansHa enextponna cuctema O3 (eHealth) ne mae moBHOT iHTerparii 3
HassBHUMH PEECTPAMH, IO OOMEXKYE MOXKIIMBICTh TMOMOBHEHHS NaHUX Y PEKUMI
peanbHOro yacy. OjHI€0 3 KIHOYOBUX MPOOJEM € 3aXHCT MEPCOHAIBHUX JIaHHX.
Peectpu BITFO49ArOTh 9y TIMBY 1H()OPMAITiFO TIPO 310POB’sI, TCHETUYHI JIaH1, Pe3yJIbTaTH
TIarHOCTUKHU. Y PsAl YKPaiHCBKUX CHCTEM HEAOCTAaTHIM piBeHb MU(PYBaHHS Ta
KiOep3axucTy, HeBperyJboBaHUM JOCTY J10 0a3 nanux. Y kpaiHax €C naie 3aranbHuii
pernamenT nipo 3axuct nanux (General Data Protection Regulation, GDPR 2016/679),
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KWW BCTAHOBJIIOE CYyBOPI BHMOTH IIOJ0 300py, 00poOKku, 30epiraHHs Ta mepenadi

NepCoHaIbHOT 1H(pOpMAIlii, BKIOYHO 3 MEIUYHUMU JaHUMH. PerinameHT nependadae
OPUHIIAIKA  MiHIMIZaIll JaHWUX, MPO30POCTI, BIAMOBIIAIBLHOCTI, a TaKOX Haaae
rpoMajsiHaM pO3IIMPEHI MpaBa — Ha JOCTYN, BUIPABJICHHS, BUIAJICHHS Ta
nepeHeceHHs: cBoix nanHux. [lopymienns Bumor GDPR Tsrae 3a co0oro 3HauHI
(GiHAHCOBI CaHKINi, MO CYTTEBO MIABUIINYE PIBEHHb BIIMOBITATLHOCTI MEIUIHHUX
3aknaniB 1 po3poOHuKiB 1udpoBux pimenb. Y CHIA nmomiOHy (yHKIIIO BUKOHYE
HIPAA (Health Insurance Portability and Accountability Act), sxuii pernameHTtye
cTaHAapTu Oe3neku Ta KOH(iAeHUIHHOCTI MeanyHoi iHQopMmanii. HIPAA Bu3Haudae
MOHATTS «3axuineHoi MenuuyHoi iHdopmamii» (PHI), Bcranommtoe BuMorm po ii
30epiranHs, nepefadi ¥ JOCTYMy, a TaKOX 3alpOBAKye OOOB’SI3KOBI TEXHIYHI M
aJAMIHICTpaTUBHI 3axoaud O€3MeKu [ MEAUYHHX [O0CTaYalbHUKIB, CTPAXOBHX
KOMITaHii Ta iXHiX O13HEC-TapTHEPIB.

[Ile oquuM acmekToM, 110 MOTpedy€e yBaru — oOMEXeHE BUKOPUCTAHHS JaHUX
JUISE  KIJIIHIYHHAX 1 YHOPAaBIIHCBKUX pimeHb. JlaHi piiko TpaHcPOpMYyIOThCS Y
MPOTHOCTUYHY aHAJITUKY, KapTH MOIIUPEHOCTI, MOJIETl OIO/HKETHOrO BIUIMBY YU
iH(opMartito s oliHKM MeauyHux TexHojorii (OMT). Ile oOMexye MOXIIMBICTD
MJIaHyBaHHS 3aKyriBenb JI3, mporHo3yBaHHs MOTped y BUCOKOBAPTICHIM Tepamii Ta
BU3HAYEHHS MpiopuTeTiB (iHaHCyBaHHs. HecTaua crnemianicTiB 3 MEAUYHOTO aHAIII3Y
nanux, data science, Oioctatuctuku Ta IT-agMiHICTpyBaHHS HETaTMBHO BIUIMBAE Ha
AKICTh Ta IIBUAKICTh OHOBIEHHS peectpiB. Tax, y CHIA Ta €C cTBOpeHi
cretiamizoBani nentpu kommeteHiid (Rare Disease Centres of Excellence), ski
BIIMOBIIAIOTH 32 BEJICHHS PEECTPIB Ta aHAJI3 TaHUX.

[IpoGnema cTBOpeHHS, aIMIHICTPYBaHHS 1 BUKOpUCTaHHA peecTpiB P3 B Ykpaini
HOCUTh CHUCTEMHHUU XapakTep, OXOIUIIOE HOPMATHBHI, OpraHi3ailiiiHi, TE€XHIYHI Ta
KaJpoBi acrekTu. DdparMeHTOBaHi, HEMOBHI a00 HESKICHI JaHl YHEMOXJIMBIIOIOThH
MIPOBE/ICHHSI IPYHTOBHUX EMiJIEMIOJOTIYHUX, KIIHIYHUX Ta (apMaKOEKOHOMIYHUX
JTOCHIDKeHb, SIKI O OOIpyHTYBaJlM HEOOXIJHICTh BKJIIOUYECHHS HOBUX METO/IIB
JIarHOCTUKH Ta JIIKYBaHHS JI0 JICPKABHUX MIPOTPAM.
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