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PEAAKLWNOHHA CTATRNA

HeoHamanHuam ckpuHuH2 u HoBume
gu2umanHu mexHoao2uu Bv8 ¢okyca Ha
HauuonanHama koudepeHuyus 3a pegku

bonecmu u nekapcmBa cupauu

[eopeu VckpoB -2, Pymex CmegaHoB 2

" Kamegpa no CouyuanHa mMeguuuna u obuiecmBero 3gpabe, Qakyamem
no ObwecmBero 3gpaBe, Meguuurcku yHuBepcumem - lroBguB
2 Yemumym no pegku boaecmu, MroBguB

3a nopBu nom om 2019 2. Hacam Hauuonannama koHdpe-
peHuusa 3a pegku 6oaecmu u aekapcmBa cupauu ce 3aBpouia 8
npucbcmBeH gpopmam (¢ Bv3mMoXkHOCM 32 OHAAlH Bugeo apxuB)
[1]. TpouHagecemomo u3gaHue Ha mo3u GopyM MPaguUUOHHO We
ce npoBege B MaoBguB Ha 9-10 cenmemBpu 2022 2. 1 masu 20-
guHa koHdepeHuuama we npegaoXku eguHHa nAamagopma 3a cno-
geadHe Ha HoBocmu om obaacmma Ha pegkume 3aboAABaHuA u
op¢anHume megukamenmu, kakmo u cb3gaBaHe Ha napmHbopcku
koHmakmu mexXgy Aekapu, nauueHmu u Bcuyku ocmaHaAu 3auH-
mepecoBaHu cmpaxu. Bogewume ekcnepmHu ueHmpoBe no pegku
borecmu B Bbazapus we npegecmaBam cBoA Hanpegbk U onum.
HauuoHaAnHUAM aAuaHc Ha xopama ¢ pegku boaecmu u YAeHyBa-
wume B8 He20 nauueHMCku op2aHu3auuu We Cu gagam cpewa 3a
guckycua u obmeH Ha ugeu. Cbbumuemo npegaaza peguua UH-
MePEeCHU NAEHAPHU CECUU U CNOHCOPUPAHU HayyHU CUMNO3UYMU,
kamo cpokom 3a pezucmpauusn e 15 aBaycm 2022 2.

CBoeobpaseH akueHm B maszoguwHama npozpama Ha
koHdepeHuusma e npegcmaBaHemo Ha eBponeidckua npoekm
ScreendCare (C nbAHO HaumeHoBavue “Shortening the Path to
Rare Disease Diagnosis by Using Newborn Genetic Screening and
Digital Technologies”). Hec ca nosHamu mexXgy 5 000 u 8 000
omgeAHu pegku 3aboaaBaHus, BcAako egHO om miAX 3acAzawlo go
5 Ha 10 000 gywu B8 EC [2]. Ha npakmuka obaye, MH020 MaAko
Ha 6pod pegku HO30A02UYHU eguHUUU ce gobawkaBam go masu
20pHa 2paHuua Ha 6oaecmuocm. OzpomHama yacm om pegkume
oonecmu nonagam 8 kamezopuama Ha yampa pegkume 3a60As-
BaHusa, koumo 3acazam 1 Ha 100 000 gywu uau no-manko [3].
ToBa ca yecmo u eguHcmBeHUME NO3HAMU NauueHmMu C gageHo
yampa pAgko 3aboAABaHe B onpegeAeH PeguoH UAU cmpaHa, koe-
Mo 2u npaBu 0c06eHO U30AUpaHU U yasBumu [2].

MomAm Ha me3u xopa u mexHume 6ausku om noABaABaHe Ha
nobpBume cumMnmMoMuU go nocmaBAHe Ha OKOHYameAHa guazHo3a
yecmo nomu e ucmuHcka ,,ogucea” — mepmun, koimo e npugo-
6ua wupoka ynompe6a gopu 8 HayuHama aumepamypa [4-5]. ToBa
3abaBaHe Bogu om ¢BoA cmpaHa go gonbAHUMEAHU du3auyecku u
ncuxonoz2uyecku yBpeXkgaHua, go HenogxogAwu AeveHus, kakmo
u 8 kpaliHa cmemka go 3az2yba Ha goBepue B8 cucmemama Ha
3gpaBeonasBaHemo, He3aBucumo om (pakma, ye npu Hakou pegku

3a00AABaHuA e Bb3MoXkHO BogeHemo Ha HopmaneH XkuBom B cay-
yall Ha HaBpemeHHO guazHOCMUUUpPaHe U NogxogAawa mepanus.
MozpewHama guazHo3a UAU AUNCAMa Ha guazHO3a ca OCHOBHU-
me npeuku 3a nogobpaBaHe Ha kauecmBomo Ha uBom Ha Xuaagu
nauueHmu ¢ pegku 3a6oaaBaHus [6].

ScreendCare e 5-2oguweH npoekm no NHuyuamuBama 3a
uHoBamuBHu nekapcmBa (IMI 2 JU), coduHancupan om EBponed-
ckua cvlo3 u EBponetickama ¢degepauus Ha dapmaueBmuyHume
UHgycmpuu u acouuauuu [7]. Screen4Care npegaaza uHoBamuBeH
uscnegoBamencku nogxog 3a yckopaBaHe Ha guazHocmuuupaHe-
mo Ha pegkume 3a6onABaHusA, ocHoBaBaw ce Ha gBa cmbaba —
HeoHamaneH ckpuHunz u uuppoBu mexHono2uu. HeoHamaAHuam
ckpuHuH2 e cmpameauyecku uHcmpymenm npegBug dakma, ye
no-2oAAMama yacm om pegkume 60AeCmU Ca C 2HEMUYEH NPo-
u3xog u 3acfazam ocHOBHO geua. iHmepecHomo myk e no-ckopo
Bmopuam cmbab, kodmo ce o4yakBa ga npegaoXku peguua UHO-
BamuBHu uudpoBu peweHus, kamo Screen4Care Meta-Symptom
Checker u ScreendCare Virtual Clinic [7].

Screen4Care 3ana2a Ha anzopummume 3a MaWUHHO 00y-
YyeHue u uHmezpupadume enekmpoHHu 3gpaBHu gocuema kamo
Bogewu cpegemBa 3a nogobpABaHe HA MOYHOCMMA U HaMaAA-
BaHe Ha Bpememo 32 guazHocmuuupaHe Ha nauueHmume ¢ pegku
boaecmu [7]. MiHcmpymeHmume, paspabomeHu om Screen4Care,
Wwie uMam 3a UgA UMEHHO ga CmuMyAupam gu2umanHama mpax-
cpopmauua 8 cucmemama Ha 3gpaBeonazBaHemo u ga nogo-
6paAm HeliHomo B3aumogeticmBue ¢ pegkume 3aboaaBaHus. He Ha
NOCAEgHO MACMO, mo3u npoekm we cBbpxke u 06eguHu B egHa
obwHocm Bcuuku 3auHmepecoBaHu cmpanu B8 EBpona, koumo ga
pabomsam 3aegHo 3a nogobpaBaHe guazHocmukama Ha pegkume
boaecmu [7]. ScreendCare we 6bge cneyuarHo npegcmaBeH om
g-p AnecaHgpa (epauHu, npodecop no meguuuHcka 2eHemuka
8 YHuBepcumema Ha (Depapa (Vimaaus) u meXgyHapogHo npu-
3Ham ekcnepm no guagHocmuka Ha HeBpomyckyAHU 3ab0AABaHUA.
Mpod. MepAauHu e HayueH koopguHamop Ha Screen4Care.

lMpe3 nocaegHume 2oguHu Bce noBeye ce akueHmupa Bop-
Xy poaAma Ha ckpuHuHza, 8 yacmHocm macoBuA HeoHamaneH
ckpununz, kamo egHa om Had-edpekmuBHume Gpopmu Ha Bmopuy-
Ha npodurakmuka, kosmo gaBa Bb3mMoXHOCM 32 paHHa guazHosa
U AeyeHue Ha peguua mexku 3aborsBaHuAa. CbBpemeHHOMO pas-
Bumue Ha 2eHemuyHama U 2eHOMHA guagHocmuka, CbuyemaHo ¢
MeHgeHuuUme 3a guaumaausupaHe Ha 3gpaBeonas3BaHemo omBa-
pAM 3HaYumeAeH npo3sopel om Bv3mokHOCMU 32 NePCOHAAU3U-
paHama meguuuna [8-10].

B xog Ha gedcmBue ca 2oaaM 6pod uHuuuamuBu u npo-
ekmu 3a obmeH Ha 3HaHUS u onum npu paswupABaHe Ha na-
Hena 3a mMacoB Heonamaned ckpununz 8 peguua cmpadu [11].
OcHoBHa mucus Ha Bcuuku maAx e ga HacbpuyaBam obwecmBeHus
aHzaXuMeHm 3a nogobpABaHe u paswupABaHe Ha 06xBama om
3260AAB8aHus, BkaloueHu B HeoHamaaHus ckpuHuHz. B koHmekcma
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