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'EAEyX0C oTtaviwy

nabnoswv oTn yEvvnon!

>mv Evpwnn, 5.569 &vBpwmnol pe omdvieg mabnoeig kat PéAN TG OLKOYEVELAG
TOVG eE€Ppacay TNV ATTOYT TOVG YL TOV VEOYVIKO €AEYXO OTNV €PEVVA TOV
Rare Barometer mov Ste€nx0n and tig 24 Maiov €wg 116 23 IovAiov 2023.
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H peydAn mAElovOTNTA TWV CUMMETEXOVTWYV Oa OeAe n
ondvia mabnon va diaylyvwoKeTal Katd tn yévvnon...
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2 UYKPLON: O YEVIKOG
MANBUGUOC gival o€
peyaAUTEPO BaBuo umép
TOU VEOYVIKOU EAEyXOU

S Alopwvw

(84%) and ta dropa oL
{ovv pe Ty mdBnon kat ta
HEAN TNG OLKOYEVELAG TOVG
(70%)*.

@ «Edv givai ) ntav duvatov, Ba rnBea [to dtopo yia To omoio voldlopal] va xel
SlayvwoTei Katd T yévvnon» - Ohot ot ouppeTéXOVTEG (N=5.569).

... KOl 0€ HeYaAUTEPO BaBuO peTaél Twv YOVEWV
atopwv mmou (ouv pe omdvia madnon

0 Twv YOVEWV TwV
atopwv mou {ouv pe
omavia mabnon Ha

nBehav to maidi Toug
va éxel SlayvwoTel

KOTA TN yévvnon

€ { Oryoveic 6a iyav tn SuvaTtdTNTA VA TIPOETOIHACTOUV
yla TIC TEPACTIEC TTPOKANOEIC TTOU TOUC TTEPIUEVOLV
oe mepimtwon mou to madi xpedletar Boribela yia to
uméhomo ¢ (wn¢ Ttou. Oa pmopouvcav va Adfouv
ETKOIPOTIOINUEVEG  TTANPOPOPIEC  OXETIKA HPE TNV
avapEeVOpEVN eppavion, tTnv mbavy iaon 1 Ti§ evkatpieg
KATA TNV TPWIUN R@avion, Ti§ Bepameieg 1) Ty OpvpoTikn
niepiBolym
lovéag atopou mou (et pe omavia mabnon

[0C00TO CUUUETEXOVTWY TTOU CUUPWVNOAV I} CUHPWVNOAV O Peydho Babuo pe tn ¢pdon
0 «Edv gival ) ntav duvatov, Ba riBela To dtopo yia To omoio volalopal va €xel SlayvVwoTel KaTd
™ yévvnon» HETA& TwV YoVEWV TwV aTopwyV mou (ouv e omavia médnon (n=2.567).

" Boardman et al. (2017). Newborn genetic screening for spinal muscular atrophy in the UK: The views of the general population.

Mol Genet Genomic Med. DOI: 10.1002/mgg3.353



e Ta meplooodTEPA dtopa mou (ouv Ye omavia madnon
Oa nBehav va éxouv dlayvwaoTei katd tn yévvnon...
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KATA TN Yévvnon

TwV atopwy mou (ouv pe omavia mabnon Ba nbehav va éxouv SlayvwoTei

M0COO0TO CUMUETEXOVTWY TTOU CUMGWVNOAV 1] CUUPWVNOAV O€ peydho Babuo
HE T @pdon «Ba nBela To atopo o @PovTilw va éxel SlayvwoTEl Kata Tn

YEVVNON» HETAEY TwV aTOpwV TTou {ouv pE omavia madnon (n=2.701).

H kowvoTtnTa Twv avlpwnwv e OTTAVIEG
nmaBnoeig umootnpilel Oepud TOV VEOYVIKO
ENEYXO Y10 ONEC TIC OTTAVIEC TTAOR OEIC

O TEPIOCOTEPOL CUPPETEXOVTEG UTTOOTNPI{OUV TOV VEOYVIKO EAEYXO YIa OAEG TIG OTTIAVIEG
maBnoelg, akoun kat eav dev Ba nBeAav n ommdvia mabnor Toug va £xel dlayvwoTei Katd Tn

yévvnon.

0p Twv EpWTNBEVTWV ToTEVOULV OTI omToladnmoTe omdvia ddnon Ba mpeme va eheyyOei
KOTA TN YEVVIOT) EQOCOV:
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Autd emtpémel TNV TaxVTEPN S1AYVWOnN, TIPOG
OPENOG TOU ATOMOU Kal TWV GPOVTIOTWV TNG
OLKOY£VELAG TOVG.

Autd bivel Tn Suvatdtnta 6To ATOMO TToU

(el pe TN omavia mdbnon va avayvwploTouv
KOAUTEPA Ol AVATINPIEC TOU, VA EXEL TTIO
KAVOTTOINTIKI} KOWVWVIKN UTTOOoTHPIEN Kal va (gl
autovoua.

H maBnon umopei va tebei umod
mapakoAoUBnon Kal va amo@euyOei
n mpokANon BAAPBNG HECW TIPAKTIKWY
mPOANYNG.

2UyYKpLoN: 95% TOU YEVIKOU
TMANBUGOU GUUPWVNTE OTL
0 éAeyxog Ba €mpemne va eivat
Sabéatpog yia Toug yoveig
7oV 10 eMLBVUODY, aKOUN

Kat €&v oL epwtnévteg Oa
apvovVTAV TOV EAEYXO Yl

Ta StKA TOVG veoyévvnta
(mepimov 85% avépepav
ot mbavov 1 oiyovpa Ba
vréBalav o veoyEvvnto
TOUG O€ ¢AEYXO OTAVIWY
nabnoewv)>.

[0COOTO CUUUETEXOVTWY TTOU CUUPWVNOAV I} CUHPWVNOAV OE HEYANO Babuod e Tn @pdon:
«KATA TN YVWUN oag, Oa mpEmel va YiveTal TPOCUUMTWHATIKOG EAeYXOG Yia KaBe omavia
VOOO KaTA TN Yévvnon, eav dev umapxel Bepamela kat» — all participants (n=>5,569).

2 Etchegary et al. (2012) Interest in newborn genetic testing: a survey of prospective parents and the general public. Genet Test Mol Biomarkers.
DOI: 10.1089/gtmb.2011.0221
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Screen4Care!

OAa ta atopa mou {ouv e OTTAVIEC TTAONOEIG TA OTTOI0 CUMMETEIXAV
oTnV €pPeuva, Kal oToug €taipou¢ tou Rare Barometer kal tou

To Rare Barometer eivat éva epevvitikd mpodypappia tov ekteleital avefaptnra and tov opyaviopd EURORDIS-Rare
Diseases Europe kat amotelei un kepdookomikn npwtoBovlic. Ategdyet TakTikég HeAETES Yia TOV TPOGSIOPLOUO TWV

TIPOOTITIKWYV KA TWV AVAYKWV TNG KOVOTNTAG TWV avOpwTiwy pe oTavieg Tabnoelg TpoKkeévov va anoteAel T gy g

Rare oTIG evpwaikég kat SeBveig mpwtoPfovAies kat TNy avémtvén molitikdwy. To Rare Barometer gépvet kovTd TePLOGOTEPOVG

Barometer

an6 20.000 avBpwmovg mov {ovv e omavieg TaBNoeLs 1] LEAT TG OLKOYEVELAG TOVG Yia va K&veL SuvatoTtepn T ¢wvi TG
KOWOTNTAG TWV avBpwnwy e omavieg tadrioeig. eurordis.org/voices




