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sk X 20161 FHAT(EU)AA Adst AW B G AN (General
Data Protection Regulation)oA= A7-5721¢] HeE #33 Ee JAHH
(scientific or historical)§l 4-%= ™Alstal Ath(Recital 62). =3k 3344
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o MA AF, 7xAT, &9 R W FA AT 55 s 2

a2 dvfar WAl eIt (Recital 159).

ol

Recital (62) However, it is not necessary to impose the obligation to
provide information where the data subject already possesses the
information, where the recording or disclosure of the personal data is
expressly laid down by law or where the provision of information to the
data subject proves to be impossible or would involve a disproportionate
effort. The latter could in particular be the case where processing is
carried out for archiving purposes in the public interest, scientific or
historical research purposes or statistical purposes. In that regard, the
number of data subjects, the age of the data and any appropriate
safeguards adopted should be taken into consideration.

Recital (159) Where personal data are processed for scientific research
purposes, this Regulation should also apply to that processing. For the
purposes of this Regulation, the processing of personal data for scientific
research purposes should be interpreted in a broad manner including for
example technological development and demonstration, fundamental
research, applied research and privately funded research.
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Data Ownership
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Itk wAolR uvolEe] $83 Auws 21 dolE Fo

udolE el a9 Fawe] WA A%

= 7} T8 A=
EF8E oYM E H(Bluebutton Initiative) Z3¥| <1 &,
Sync for Science ZEZAE A& ('16)

=t N8 AWE(Common Law)e] X4 FoA%x Al('19)

A Yol Anat MAMRBEH 74 (23 AlddA)
ZReEF MAARRITY AAGC23 AgPAA)

.
TEEE

AHRSTY A (GDPR) A133('18)
o] H 74‘3%%1& M (Data Governance Act) &¥£('22)
dlo]¥ wWok(Data Act) B3 ('22)

(EU)
9 A% doly 2~ o]~ (European Health Data Space) 7%
o1 ('22)
SR dlolg 7|Hk o g A H] 2 fﬂ’d% s Ao 579 Al('18)
T MelAzdole 53 Z:ME PeOPLe’ 15 o aL('25 A& A)
—— oz 9 ARG dlo]Ee] 22 &89 I3 HE AHG(19)
T AR Fwo) dlo|Ed]7k7] ¢ Aol e (Findata) <% ('20)
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M 19969 SRR Hod #gk V[EHOR AARY o H A
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HIPAA) & AlAste] o57]de] AR B3oh 5 gt 74 n 9
ol Fd Fdf W<k guAR F= Al HPUE T2 s HIPAAS] A
92 F syl ‘Eelo]w Al E(Privacy Rule) ol MAALAR B35 7]
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20190l = QA7 AFE Sy AT He H835H7] % Vo w
vl =9 AHEZ(Common Rule) W ‘¥4 %9 (broad consent)A =7} A4
HAdvh xZF FoAE Jlol=gRlo = dlolE el A - {FH] - AFEH

|
Ab-&(research use)oll o] A] J)f‘ﬂqﬂ 3 EolZ oA AHIIEs R}

1=
AAFAE HHE AR AF - FA4 - AR THA FYE TS F
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A B K S (California Consumer Privacy Act, ©]3} C

gtk Aol CCPAS Adste /MR &4 - 8l oM &
Aol delmA g, AR, AL, dEeTd o rEsiy

(A, 2021). =3 20239 A== CCPA MAMAM = WHAAR &
AeshE oAbdA el tiRt RS R AYARA, dERAY g W F
B sk, SRSV AW Sl Aste] anak delE Adtele Wks
| 2R ARl R B3 s Astelr] % Wtow
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1) AR HE S AT A (GDPR)

A A Fo)A] 22 IT 71959 %3 Age] A HA, EUE 2
NAES =4 1t dold ol5g AFdsn AP S Fra)
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3 TUH AHRE, B3 e GG AT, BAY BHoR %8 b
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2) #9 do]g A (European Strategy for Data)

FRANE W oG5 doly B4 TAZ 22w WHI /9
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29 EU F9Ysl= ‘79 doly ZZ(European Strategy for Data)'E &
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o KX

(Data Act)= TxEslloen, EU & dolE Xdo]X(Data Space) A3
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60t o]/ 3.00£0.58"° 2.86+0.38"" 3.14+0.38 2.71£0.49 2.71£0.49

ks 2.95+0.52 2.49+0.80 2.92+0.64 2.84+0.69 3.03+0.55

o o3t A8t 2.90£0.74 2.00£0.82 2.60£0.97 2.50+0.85 3.10+0.88

IS 3.16£0.52 2.22+40.84 3.06+0.53 2.91+0.63 3.11£0.47

ekl o] 3.194+0.66 2.05+0.87 3.2340.75 2.67+0.81 3.09+0.57

e o)g 3.11£0.61 2.1340.78 3.03+0.75 2.74+0.69 2.95+0.61

g 9 3.12+0.56 2.2440.86 3.06£0.61 2.85+0.70 3.1240.51
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30t 9.58+1.73 6.24+1.79 6.05+1.84
A 40th 8.83+2.23 6.70+2.62 5.87+2.49
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g 9 9.29+1.84 6.46+1.91 6.37+2.15"
BERIE q 9.25+1.85 6.46+1.94 6.22+2.05
=g by 8.5042.38 7.50+1.29 7.50+1.29
q 9.27+1.80 6.384+1.95 6.21+2.13
X]I:ﬂ [l =]
=0 I T
ol S 9.18+1.95 6.64+1.91 6.30+1.93
o] = dlo] g S 9.64+1.63" 6.33+2.10 6.10+2.26
a8 oo 9.02+1.94" 6.5742.26 6.3341.92
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Mean+SD
20t 2.30+0.70 2.68+0.74 2.48+0.82
30t 2.46+0.65 2.86+0.76 2.56+0.73
g 40t) 2.52+0.85 2.96+0.83 2.52+0.73
50th 2.63+0.62 2.88+0.68 2.51+0.64
60t o] A 2.43+0.54 2.71+0.49 2.43+0.79
a1 2.38+0.72 2.57*4+0.73" 2.4340.69
ek At 2.50+0.53 3.20+0.63" 2.90+0.57
B!
& 2.4440.68 2.81+0.74" 2.4840.74
kel o] Ak 2.60%0.66 3.02°+0.71° 2.63%0.76
ol g 2.29+0.65 2.5540.80" 2.4540.72
2%
olg ¢ 2.51+0.68 2.90+0.71" 2.54+0.73
BRI q 2.48+0.67 2.84+0.73 2.54+0.73
Aed ol Q. 1.75+0.96" 2.50+1.29 2.00+0.82
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o uolg q 2.50+0.68 2.90+0.73 2.57+0.79
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"p<0.05

Bonferroni: a<b
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% 22, ohaate) EAje] W Awste] ohak ol A% Aol
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Mean+SD
204 2.59+0.84 2.64+0.57" 3.11+0.66 3.11+0.72
309 2.78+0.78 2.39+0.627 3.11+0.58 3.08+0.54
S 40TH 2.61x0.84 2.26+0.69" 3.30£0.64 3.2240.85
50t) 2.85+0.57 2.27+0.63" 3.02+0.47 3.20x0.40
60t ©]A 2.57+0.54 2.2940.49" 3.00£0.58 3.294+0.76
= 2.70+£0.57" 2.46+0.73 2.9710.50 3.2710.45
ek Q& 2.40+0.70™ 2.40+0.52 2.80£0.63 3.20x0.63
ste)
= 2.63*+0.77" 2.40+0.62 3.12+0.57 3.09+0.61
519 .
”l]g;# 3.07°£0.80°  2.3520.57  3.2840.63  3.12%0.70
(o]
o7 3.00+0.847 2.53+£0.56 3.03+£0.59 2.87+0.70*
4z
o7 9 2.66+0.72" 2.3710.64 3.13+£0.58 3.20+0.57"
BERE: o 2.73+0.75 2.39+0.62 3.11+0.59 3.13+x0.61
5
AE4 9 o}y o 2.50%x1.29 3.00£0.82 3.25+0.50 3.25+0.50
o 2.77x0.74 2.36x0.62 3.17£0.59 3.16+0.62
qv g5
oly Q. 2.66x0.79 2.46+0.63 3.02+0.56 3.10x£0.60
Sadoly o 2.77x0.80 2.43+0.63 3.17+0.56 3.14+0.60
A AH
=wH'oH ol o 2.70x0.73 2.38+0.63 3.08£0.59 3.13+0.62

"p<0.05, "p<0.01
Bonferroni: a<b
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Mean+SD
20ty 3.16+0.57 3.25+0.53 3.09£0.71 3.20+0.55"
30TH 3.26+0.47 3.2940.55 3.25+0.49 3.31°+0.49"
A= 40th 3.0940.60 3.2240.67 3.04+0.71 3.17+0.78"
50TH 3.12+0.46 3.1740.38 3.12+0.40 3.05°+0.38"
60TH o)A  3.14£0.69 3.14+0.38 3.1440.69 2.8640.69"
A= 3.05+0.41 3.1440.35 3.00£0.53 3.00°+0.41"
8t Al 3.10+0.32 3.20+0.42 3.20+0.42 3.25+0.55"
B!
& 3.23+0.57 3.27+0.57 3.19+0.61 3.30°+0.60"
o
E'l?;fi 3.2140.47 3.28+0.55 3.2140.47 3.20+0.54"
o
D= 3.11+0.39 3.08+0.49" 3.1140.45 3.11+0.45
AZ
olg ¢ 3.20+0.54 3.2840.53" 3.17£0.59 3.22+0.56
BESE S 3.18+0.51 3.2440.53 3.17£0.55 3.20+0.54
713 )
ARAY ol % 3.25+0.50 3.50+0.58 2.50+1.00" 3.00£0.82
o 3.22+0.53 3.2940.56 3.20%0.59 3.25+0.57
A {4
oty Q. 3.1340.49 3.18+0.47 3.11+0.52 3.13+0.49
BEE DI o 3.16+0.50 3.1940.55 3.07+0.64 3.24+0.55
ol 2k A 3
=EHOH ol 3.20%0.52 3.28+0.51 3.21+0.51 3.18+0.54

p<0.05
Bonferroni: a<b
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A Healthcare big data is receiving attention as a core strategy of data
economy that can solve various medical problems -currently faced by
society. Unlike other types of data, healthcare data contains elements that
constitute human character. Therefore, citizens’ participation and trust must
take precedence to use this data. The revision of the Data 3 Act has laid
the institutional foundation for data utilization. Still, ethical issues that may
arise in utilizing data, such as privacy, consent, fairness, and transparency,
are yet to be resolved. Accordingly, this study prepares the basic data for
future legal improvement by examining attitudes regarding legal and ethical
phenomena that may occur in the secondary use of healthcare big data
since general citizens are the information subjects for research purposes.

This study conducted an online survey with 200 citizens from November
8 to 9, 2022. It analyzed the collected data using descriptive statistics,
independent t-test, One-way ANOVA, and Pearson's correlation. The main
results are as follows. Most citizens were unaware that their healthcare
data was being used secondarily, Still, they tended to perceive that



secondary use is possible for research purposes without consent if the data
is pseudonymized. They showed a high willingness to provide data for
public interest or academic purposes, but a low willingness to provide data
for commercial research conducted by private companies. Citizens tended to
perceive that the rights to control, own, and transfer data are owned by
individuals, and they did not distinguish much between these rights.
Meanwhile, citizens expected high values in using healthcare data, although
they had concerns about side effects. Finally, citizens tended to think that
the current system needed improvement, and they trusted the government
and public institutions the most with managing healthcare data. They also
believed that citizen participation is required in management and
supervision.

To promote the use of healthcare data, it is necessary to seek a social
consensus for citizens as information subjects to practice their rights. By
building trust that the benefits of using healthcare data for research
purposes will return to citizens and establishing policies to make this
happen, it will be possible to ultimately create a sound ecosystem for
healthcare data.
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