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20208 9= 5¥HYUMHigh Court of Justice, Queen’ s Bench Division))2 /x4 K
(genetic information)¢} BAHst] Mz oAte] o5& dAs= s H2e Wt 8§
2 DAL ABC v St George’ s NHS Trus®& AR BAAE &3 2th 91 ABCo ol =<l
XXE 2007 ABCO] oWy & 4sis & 73 SARES B I ‘X“lliﬂ‘%" (Mental
Health Act 1930) #1370l wg} ‘L83’ (hospital order)S Alarxtol FHA Yol L+
o) A 713 Fe XX FEir @t A dge] ofds o4d WY QIE%J% ArE A
AlBFR L, 20099 XX& dEEW(Huntington® s disease) HTH& Wokthd IARHEH L
5% " (Huntington” s chorea) 2. 2% &4 ‘OU% A HaAH ZoiE Lo
Al $-4(autosomal dominant trait). 2 FF o Fxpe] YESH A9
o] WYethy PRI B AvkH o 30404 504 Aol

o 4y o M ox
ol X Hu ng. b
H‘-‘{ JE :‘o 1=
O X rN

Rl
>
&

JEu XX ApAe e AS ABCOlAl Lels Ao %elsm agtn, A% Xxel A A
A ABCOIA TAHA GYTHD 1 F B 2L ABCE ofuxe] AREY

A FA, AA AR 29 AN EF ol XXl ge FHEY A7) 9
o9

olo ABCE= 95ZS AUlE oz XX AHEW o] tisl AildAl el &
S A& o R Eold(breach of duty)o]lzte= o= aJr/“ °13t &3 9 (negligence)ol 713k &
s AR FAHCE ABCyE o Exlo] ALl A op Aol dARER FAA R
&l ‘AW o] F (duty to inform)7} Ao, o] Ag o= 55X AR obH Ao T
g HETE 5A] FE 2Yste 39S XME‘W FAYGI0 oI5 Y] FFU) olf
Aot FAsRT aFH A bol5o fA19 HTE 71438t ou,1D o|F A

o5 u
(Court of AppeaDe] ¥4 #AS T7|dho] webd 1SHYL ohA] ARAA ATHfull trial of
facts and evidence)2 AA3HA ATt

1) GAlol= ARMA 24 o] AU Zo]j9iou 2 Queen’'s Bench Divisiono|9 1, A= King's Bench
Divisiono|C}.

2) ABC v St. George’s NHS Trust [2020] EWHC 455 (QB).

3) ABC v St. George’s NHS Trust, &9] @7 para 6.

4) ABC v St. George’s NHS Trust, 92 ™2, paras 7-8.

5) &, IHYHY ®o] FAXE S¢S F¢ 0454'51“:‘0 100% Ly sty

6) ABC v St. George's NHS Trust, 0*4 oA, para 9.

7) ABC v St. George's NHS Trust, 2t9] & 75 paras 10-15.

8) ABC v St. George’s NHS Trust, &9] ™A para 21.

9) _7',37}; A= ‘9201 yxoF (European Convention on Human Rights) AI8& ‘AMj&y} 71=0] AJghe | Ajub
2 H2]'(Right to respect for private and family life) Y¥te ArLloz F7|5tg oL}, o] TAA 27

EJr_,_oV\]K] okoty Ay olo ths AIAo 2 FASHK] ATt ABC v St. George's NHS Trust, 99 T7A,
paras 254-258.

10) ABC v St. George's NHS Trust, 99 ™7, paras 25-30.

11) ABC v St George's Healthcare and others [2015] EWHC 1394 (QB).

12) ABC v St. George's Healthcare and others [2017] EWHC Civ 336.



o] F4e s LFHYL A9} FHAAE Uie 5 Zo] A FHAR=E
A3 Aol iﬁﬁo —‘E(at rlsk) Xﬂ37«}4 7§—?—, gL o] A3Ae Ay - ol Ao wY
S g 3| |3 eFate] G o 77t
Hol, 2o FH l A Al Zlo] ofym 7o wet o8
1S &2 7hSolA 2 P Torxdzoioﬂ # HE&S dE gFE At AASATGD o
gk, o] ARS] A Hee w2l ABCO| dg - o] XX

2 of
U WE Be ol E FES MRIBE HUOH, 2 A% SFHelWE YT 7

of A2 AR #I MELE WA gFE AAT A FHEHE F= oA BT
olygl HMAZcZE FHES HE AbHo|th1e) 2003@ QA EZZ A E(Human Genome
Project, HGP) o]% Fxdx Al 2 &4 7l wEA st AAFAAAEd(Whole
Genome Sequencing, o3t ‘WGS’ 2 gthg HIES df=E 34 &4 7S oS A"
a1 HGA o] & F A HAG olgd 7l& L] Il FHBEE A Fa7t
3 prow zelgom Ao E(precision medicine) AthE o] B 1 Yt} w = A Qubul
A giEHo] 2015@ ‘AW o]y E|BE’ (Precision Medicine Initiative)S 33ty #2314
Hol Z9AE %59 3,1D o]E nigto g w| ZHHAATYUWNational Institute of Health,
NH) F=2 97 3§ oA AR ¥ osAR, AGAHARE FFst= ‘Al of Us® =Z=2
O3S 2018 S5¥€ERE S Fo|thld g=e 20123@ ‘AW Al Z=2AE’ (The 100,000
Genomes Projec)& Al&Fsted 2018 129 A ¥t A& e HXE 24353, 2018
W 109 RE =F7FR 79 848 ~(National Health Service, ©]&F ‘NHS’ 2} 3thE 53 3
¥ oEsE ¢ A5 dde®E WGSE AFstr] ARt ejvets 20149 FE 20219 714
AE R&DAIEY TZ2EAE O7AH F44 A9 ] & B3 34 &4 7134 &85 Ad
e tom 20 2020 FE 2021 7kA] [=7F wpol HElole 5 AHAIY L & T 2% W
ol FAAES YR HuoHE £ AP ENE.2D 20243 FEH = =7 1007 H

13) ABC v St. George's NHS Trust, 99 ™7 paras 188-189 (“. . . it is fair, just, and reasonable to
impose on the second defendant a legal duty to the claimant to balance her interest in being
informed of her genetic risk against her father’s interest in preserving confidentiality in relation to
his diagnosis and the public interest in maintaining medical confidentiality generally. The scope of the
duty extends not only to conducting the necessary balancing exercise but also to acting with its
outcome.”).

14) ABC v St George'’s NHS Trust, 99] ™72 para 231.

15) HYL 72 uptA(causation)of] AL HASIHATHABC v St. George's NHS Trust, 919 ™A, paras
233-253).

16) C.  Mitchell. “After r ABC v St George's: a new duty to  consider”.  2020.
<https://www.phgfoundation.org/blog/abc-v-stgeorges-new-duty>. (0FX]2} F&U 2023. 8. 25.).

17) The White House (President Barack Obama). “The Precision Medicine Initiative”. 2016.
<https://obamawhitehouse.archives.gov/precision-medicine>. (0}X]2F A4 2023. 8. 25.).

18) National Institutes of Health. “All of Us”. 2020. <https://allofus.nih.gov/>. (OFX]2F "A&Y 2023. 8. 25.).

19) Department of Health and Social Care. “100,000 whole genomes sequenced in the NHS”. 2018.
<https://www.gov.uk/government/news/100000-whole-genomes-sequenced-in-the-nhs> (OpX]2t H&Ad
2023. 8. 25.).

20) SFZALANT TAEA = ChBA SAAAIG” 2021
<https://www.nrf.re.kr/biz/info/info/view?menu_no=378&biz_no=333>. (O}X]2 A&A 2023. 8. 20.).

21) BAFAE. "It viol @ vlgolE L& AHAIGS gt A4S, 2020. 3. 22.
<http://www.mohw.go.kr/react/al/sal0301vw.jsp?PAR_MENU _ID=04&MENU _ID=0403&page=1&CONT_SEQ=
353669> (Opx]at M4 2023. 8. 25.).
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(genomic medicine) Alt] FAp-7}E-2) AL Alelo] A9} o F-& AAFosta I WA, &84
£ B3, o] A2 A} o FE 1o 45 dE Weke mAgh
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EAZARQ oo A B HolAs =99 ;A thidd FHBR Hojo el 4y
Bz gt FAAR(EE 134 deolE)gts &ole dd AREHI AT FHAPRE =
A% ek oFE =otrlel oA I HE BeE HEs] & ot ok hFEEY =k
FRAQERS EF3HA O-Fe BHE 7L A= Fou, vl d¥Hd ‘FAAE 2PE =
ZH* (Genetic Information Nondiscrimination Act, ©]s} ‘GINA’ € 3the 79 FHAAF R
E Hgo® By e 380 Qo AEE FASE Helth2d) o] HE Rle ‘HFHAFR

(genetic information)’ & “7/|A9] FAA AAL 1 7)Y F41A AAL 18 7HE(E)Y
AY w=E= Ao wH” 207 Aot FHY A 2018dFE AYH 54 AT (European
Union, ©]3} ‘EU’ & gt} “duk dlo]e B35 343’ (General Data Protection Regulation,
o]al ‘GDPR’ °olg} &tholAx FAAHRS A& & + e, “Uiddel] EadAY 2zt

22) BASAE. 1009 @ dlo]Q wlHolE LEAMY’ oH[EGAd RAF B3, 2023. 6. 29.
<https://www.mohw.go.kr/react/al/sal0301vw.jsp?PAR _MENU_ID=04&MENU_ID=0403&page=1&CONT_SEQ=
376975> (Opx]9r "A&A 2020. 8. 25.).

23) Genetic Information Nondiscrimination Act of 2008, Pub. L. No. 110-233, 122 Stat. 881 (codified as
amended at 42 U.S.C. § 2000ff).

24) “(i) such individual's genetic tests, (ii) the genetic tests of family members of such individuals, and

(iii) the manifestation of a disease or disorder in family members of such individual.” 42 U.S.C. §
2000ff(4).
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ol B WE] (3 AWEIW ol B A2z AE D AT FHHRE
“RQUAFHAERIAZREEH FHAY QAT 22A-AZ-dAq-AA T AA FHE B )R
Ry RelE €%, €%, @44, DNA, RNA, B3 5)g B 28 e f44 574
of e A 2 Aolsta ok

FHAARE AAARY & T/RE ojf] ‘NIAR = & 55

FHAAEG o S5eA HFslor & ot &7 A4 AR E e dABERG 2
o dejdes E3 A7 o8 =L AMEL Aol otk ‘{HAAER dYF
©]” (genetic exceptionalism)+ 1996 Pl= ‘= HEAL-oUX = & AFI1F39: AIHA
wX2AES &7, WA, AFH o] tisted’ (NIH-DOE Joint Working Group on the
Ethical Legal, and Social Implications of the HGP)?] ‘fHAR<} B3 Eﬂiﬂﬁi’ (Task
Force on Genetic Information and Insurance, ©]s} ‘AR TF’ g} stchoA 1 B E 2
Atk FAAR TFY 9% =M v o|(Thomas Murray)el wWEd FAHRE o 939
“FHRART} A8 & AR} S8 g2V o] E¥E BHE xE OE Gﬂﬂﬂ
Feo]l desin” & Asfjolthd FHFR o e]Folo FY3 AAAERE Hw
o] Al H(3h)’ (Draft Genetic Privacy Act)e] @o|AES & & JEH o|E2
HetA et FAdFoletA AHF ot gl AWt 28 b9 Al 7HA] ZAE H
%Z‘i@i A Fo) & FASATH O FHAAFEIE ALY v E A5 = v+

B7E QL] 7hEe] tig ARE delEthe A, © A THeugenics)®] FA F
}%‘fii gk 2ApE o Ths Aol AtE .29 AT FAA K o oo thek ¥l
2 Ut FAAR TFe A7 §FAAR ooF92 AAstr &7z =g 4
AR Fio] et /MEAQ o7 FAFEE & -8R tEA F
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25) “personal data relating to the inherited or acquired genetic characteristics of a natural person which
give unique information about the physiology or the health of that natural person and which result,
in particular, from an analysis of a biological sample from the natural person in question”, General
Data Protection Regulation(GDPR), Art, 4(13).

26) TN EE S, A23E A1 D 22 9 AlRgE AR A1z

27) ‘[Tlhe claim that genetic information is sufficiently different from other kinds of health-related
information that it deserves special protection or other exceptional measures.” T. Murray, “Genetic
Exceptionalism and “Future Diaries”: Is Genetic Information Different from Other Medical
Information?”, TGenetic Secrets: Protecting Privacy and Confidentiality in the Genetic Fras, Yale
University Press (1997), p.61.

28) “[Glenetic information is uniquely powerful and uniquely personal.” G.J. Annas, L.H. Glantz, P.A.
Roche, “Drafting the Genetic Privacy Act: Science, Policy, and Practical Considerations”, J Law,
Medicine and Ethics, 23 (1995), p.365.

29) G.J. Annas, L.H. Glantz, P.A. Roche, 2t9] =% p.365.

30) T. Murray, 2to] A pp.68-69.
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“Genetic Privacy”, J Law, Medicine and Ethics, 23 (1995), p.321.

31) L. Gostin,

32)

“Genetic Privacy and the Law: And End to Genetic Exceptionalism”

J. Hodges, Jr,

L. Gostin,
Jurimetirics, 40 (1999), p.21.

A, p.65.
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“Guidelines for the
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33) T. Murray,

34)
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<https://www.cdc.gov/mmwr/preview/mmwrhtml/rr5415al.htm>.



AHDirect-to-Consumer Genetic Testing, DTC-GT) Al&9] F43 AAS 7PH7= 38
JHY FHAgRe o Sgo] ‘FHAH AAHE’ (genetic determinism)o2 SN E A FEE
Folsfopstm 39 we Aol fHA acloz wASHA Y 1 vi7 & thel A (multifactorial)o] ¥
EA fAAZ A% EA AW DAY FEQ ‘HEE (penetrance)®= dH okt A
< SA o @rha0 o]glgt g &Y wfiol Al Ee 7HEe A T FAlO 3|
FHAAREZ oS AWo] EXHolAY &d Al7je} #d ssAdo] EHEe 4¢ =&
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panels) 5& 3l doiX S olth4D 7 B B 4 = TR H%
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oA a2 FEI [F7F HAEI o] F7F 71&9] ddats Ad g ?‘Q_Bﬂ_,] 1sAe e
= WHoll

A7 Atk B8 o] F =3 fAFRNAT JeElgs EAL oyt o~ o)
Z A= [F7F Uebg & e, A&
AN FH dagoloA] R REA HFTIFOE JAEHE o] dHEHE 4

& AAE 58 HF Ade T 5 Jde IdFY FnH A
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. 349 7tHA
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#3A” (genotype-phenotype correlation) £41 2 Q1A A o g £4 F& AX
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37) G.J. Annas, L.H. Glantz, P.A. Roche. 2t9] =2 p.360.

38) A. Regalado, “More than 26 million people have taken an at-home ancestry test”, MIT Technology
Review, 2019. 2. 11.
<https://www.technologyreview.com/2019/02/11/103446/more-than-26-million-people-have-taken-an-at
-home-ancestry-test/> (0tX]2t A& 2023. 8. 25.).

39) T. Murray, 2¢9] =% pp.62, 67.

40) o2& S0, ].H. Cho, P.K. Gregersen, “Genomics and the Multifactorial Nature of Human Autoimmune
Disease”, New Eng. /. Med., 365 (2011), p.1612.

41) R.C. Green et al., “ACMG Recommendations for Reporting of Incidental Findings in Clinical Exome
and Genome Sequencing ”, Genetics Med., 15 (2013), p.565.

42) B.M. Knoppers, M.H. Zawati, K. Sénécal, “Return of Genetic Testing Results in the Era of
Whole-Genome Sequencing . Nature Revs. Genetics, 16 (2015), p.553.

43) AJ. Brookes, P.N. Robinson, “Human Genotype-Phenotype Databases: Aims, Challenges and
Opportunities, Nature Revs. Genetics, 16 (2015), pp.706-10.
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44) Austin-Tse, C.A., Jobanputra, V., Perry, D.L. et al., “Best practices for the interpretation and
reporting of clinical whole genome sequencing”, np/ Genom. Med., 7 (2022), p.27.

45) L. Hercher. “23andMe Said He Would Lose His Mind. Ancestry Said the Opposite. Which Was Right?”
NYTimes, 2018. 9. 15.,
<https://www.nytimes.com/2018/09/15/opinion/sunday/23andme-ancestry-alzheimers-genetic-testing.ht
ml>(OpR]2F "4 2023, 8. 25.).

46) 9|2 =0, J.Y. Cheon, J. Mozersky, R. Cook-Deegan, “Variants of Uncertain Significance in BRCA: A
Harbinger of Ethical and Policy Issues to Come?” Genome Med.. 6 (2014), p.121.

47) M. Molteni. “The Future of Crime-Fighting is Family Tree Forensics”. Wired, 2018. 12. 26.
<https://www.wired.com/story/the-future-of-crime-fighting-is-family-tree-forensics/>(0tx] 2t J&Y
2023. 8. 25.)

48) M. Gymrek, et al., “Identifying Personal Genomes by Surname Inference”, Science, 339 (2013), pp.321
-24.

49) P. Claes, et al., “Modeling 3D Facial Shape from DNA”, PLOS Genetics, 10 (2014), p.1.
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concerns about access to persons and personal spaces; (3) decisional privacy concerns about
governmental and other third-party interference with personal choices: and (4) proprietary privacy
concerns about the appropriation and ownership of interests in human personality.” A.L. Allen.
“Genetic Privacy: Emerging Concepts and Values”, FGenetic Secrets: Protecting Privacy and
Confidentiality in the Genetic Eraa, Yale University Press (1997), p.33.

52) M.A. Rothstein, “Confidentiality”, TMedical Ethics: Analysis of the Issues Raised by the Codes,
Opinions, and Statementsa, Bna Books (2001), p.171.

53) 29 U.S.C. § 1182-2(c), 42 U.S.C. § 2000ff-2(b).

54) Health Insurance Portability and Accountability Act of 1996, Pub. L. No. 104-191, 110 Stat. 1936
(codified as amended in scattered sections of 42 U.S.C.).

55) GDPR Art. 9 Processing of special categories of personal data.
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59) “The right of every individual to decide whether or not to be informed of the results of genetic
examination and the resulting consequences should be respected.”(2&& A A Z7}), UNESCO
Universal Declaration on the Human Genome and Human Rights(1997), Art. 5c.

60) “Everyone is entitled to know any information collected about his health. However, the wishes of an
individual not to be so informed shall be observed.” Council of Europe Oviedo Convention on Human
Rights and Biomedicine (1997), Art. 10(20).

61) “[Tlhe wish of individuals and families not to know genetic information, including test results, should
be respected, except in testing of newborn babies or children for treatable conditions.”WHO
Guidelines on Ethical Issues in Medical Genetics and the Provision of Genetic Services (1997).

62) 5%, "AAREE REHY FAA 27 A W awesA]. A22d Alls, (2014)
103-121H; R. Andorno, “The right not to know: an autonomy based approach”, / Medical Ethics, 30
(2004).

63) R. Andorno, 2t9] =% p.436.



o
e

e e I A s VN s

S QIThsD o] & mpwro
2 o Agse 73

.XL to -z
oX,
Bl
0

[ 7
My o H
N

(i

g EEAYE FASE Aol oty ARE AFsHa st ERlAA 2 AY

0, M o ol o ¥0 2L N
off
i

o
K
£

e

mEdgd g v Fole REAUY A dFdHoRE 1Al

L2 DEAYE YA AE B 98 A IR CEA $A4A

Y A
N

O

we
A Y

Y x0

ox [ o O
tlo L i rlr

)

Y
It to o > =0

jur}
-

Lo 2 &g s

flr
o
rlr
Lo
)

=T
yxstnz Edxo=
745 ol 2#wtol of

o
Y

jur}
-

oL mo 1 I
N
2 o o
dob
o
it
2
o
I zo
Y
rtj
[
n
o
o 2 S
(R
[0 ™ g

bt Lo
¥ ol
ofl & |[o

1
%

rok
5
(e
o
i
s
o}
113
(o]
o
o
o
)
rlr
L
do
o,
o
(i
o)
o
[e]
o
AW
&
2
o
ﬁl‘
d
et
o
f
Ll
4
X
o
jg 1‘0 -

N
=

o o 32

rE & @ (o

e, AN
fi oxl

w

=

O

>

)—l

=
T 1)

4r
319‘
£
2
il
2

Y

&2

=

A

IS

A

N

=

=

[\S]

e

o

o

iy

4 -

o

=

D

o}

(@]

=

o

=

O

L)

rlo

e

2

ol

Y

&2

o

>

o

o

[’

ok,

S

(bt Lc;
g
¥ o i 2

o

64) J. Husted, “Autonomy and a right not to know”, FThe right to know and the right not to knowu,
Cambridge University Press (2014), p.24.

65) R. Andorno, 2t9] =3 p.436.

66) J. Harris, K. Keywood, “Ignorance, information and autonomy”, Theoretical Medicine and Bioethics, 22
(2001), p.415.

67) G. Laurie, “Privacy and the right not to know: a plea for conceptual clarity”, FThe right to know and
the right not to knowy, Cambridge University Press (2014), p.38.

68) G. Laurie, TGenetic Privacy: A Challenge to Medico-Legal Normsa, Cambridge University Press (2002),

p.259.
69) J. Wertz, D. Fletcher, “Privacy and Disclosure in Medical Genetics in an Ethics of Care”, Bioethics, 5
(1991), p.221.

70) T. Jonsson, et al., “Variant of TREM2 associated with the risk of Alzheimer's disease”, New Eng. /.
Med., 386 (2012), p.107.
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71) S.A. Garner, J. Kim, “The Privacy Risks of Direct-To-Consumer Genetic Testing: A Case Study of
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72) S.A. Garner, J. Kim, ¢49] =3 pp.1248-1249.
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1995), Art. 7d.
76) Code of Public Health, Article 1111-2 (France).
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