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Abstract

This article aims to publicize a research report that discusses exception to a
duty of confidentiality relating to information about patients’ genetic disorders. As a
general rule, this information should not be disclosed so as to protect their privacy
and prevent them from being stigmatized, or it is disclosed only with their consent.
However, as their genetic information is inherently linked to their biologically related
relatives, this information can indicate the risk that these relatives may also have
genetic disorders. On one hand, warning their relatives of such risk could benefit these
relatives, especially when there are measures available for preventing or alleviating
the symptoms of genetic disorders. On the other hand, such warnings may not only
violate their privacy, but also have negative consequences for their relatives,
particularly when these relatives do not wish to know or do not have the means to
tackle those disorders. This raises questions about whether such warnings should
occur in the absence of patient consent, under what conditions such warnings should
take place, and whether the law should have a role on this matter. The key research
question of this report is therefore how the regulations on warning patients’ relatives
of genetic disorders should be introduced in Thailand.

This article presents most of this research report by selecting topics that the
author deems useful for a broad readership and applicable in practice. It is divided
into three parts. The first part explains the considerations that are commonly used to
decide whether to warn patients’ relatives of genetic disorders. The second part
presents legal regulations on this matter in four countries: the United States, the
United Kingdom, Australia, and France. The final part outlines the proposals of this
research report by describing the way in which the appropriate criteria on this matter
should be established in Thailand.

The final part of this article explains that, in Thailand, maintaining the
relationship between doctors and patients should be prioritized. Accordingly, the

regulations on this matter should be grounded in the concept of respect for patients
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by ways of allowing them to decide whether to warn their relatives of genetic
disorders. Nonetheless, there is an exception: such warnings may occur without patients'
consent only when the benefits to patients’ relatives outweigh the importance of that
concept. Based on this fundamental idea, it is proposed that, in Thailand, regulations
should impose three forms of legal duty. The first one is the duty to inform patients
about the possibility of such warnings before they undergo genetic testing. The
second one is the duty to assist them in warning their relatives, particularly when the
duty to warn their relatives is not imposed by law but such warnings are beneficial to
their relatives. The last one is the duty to warn their relatives of their genetic disorders.
The latter duty is imposed only when the benefits that such warnings bring to their
relatives are so real and substantial that those benefits can outweigh the negative

consequences thereof.

Keywords: genetic information, confidentiality, genetic disorder, duty to warn, genetic

privacy, patients’ relatives
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13 GT Laurie, SHE Harmon and G Porter, Mason & McCall Smith's Law & Medical Ethics (10 edn, OUP
2016) 240 (para 7.36). aeslsfiniy e1agnldudsldinnisudafioudnvaurilidunistesiudunsiefiaziiniy
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MUY Avedunnin Hansenunautisiue1vanain1siiilamedeyanidesleaiu

1% Graeme Laurie, ‘Recognizing the Right Not to Know: Conceptual, Professional, and Legal Implications’
(2014) 42 J Law Med Ethics 53.

15 Foyalusnuideatuniauandiiuii flugannsaiuiiefuteyaieriuauidswesnuinunima
ﬁ'utgﬂﬁul@]lmﬂﬂ’i’llﬁﬂ. 9 IM van der Steenstraten and others, ‘Predictive Testing for Huntington Disease:
Nonparticipants Compared with Participants in the Dutch Program’ (1994) 55 American journal of human
genetics 618.

16 GT Laurie, SHE Harmon and G Porter (149330 13) para 7.45.
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7 anwduiusseninaunduazgnaguasiduteriiaaieiigninuldlunsiiansunisafuasifianind
lumsudadougfgUaelunatend laun afl Pate vs Threlkel uasAf Safer vs Estate of Pact luansgeiusni uay
AR ABC v St George’s Healthcare NHS Trust and others luansisenandng Wudu. 9 49 3.1.1 uaz 3.2.2.

8 Tom L Beauchamp and James F Childress, Principles of Biomedical Ethics (8th edn, Oxford University
Press 2019) 219-220.
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19 g8 221-222.
20 C Mitchell and others, (98550 12) 120; Karen T emple and Greta Westwood, ‘Do Once and Share:

Clinical Genetics Project Report’ 5 May 2006) <https://eprints.soton.ac.uk/60301/> duduidle 17 Uy 2566.
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ngransludesivesansgowindiauinisfiuand99nUsemadu luasforou
maudadiouludnuazdldsunmssensuluvaienady uwinseeusuiandesadutagtumsy
el funnududuivestiianyanauinnt deteosuiengnasiludest
yosanigenini Tnsutseaniiu 3 daunuundsiiunvesngunasisianan liun dfinine

UBIFNA NYNUTNNNNYMIY kazkuIUJTRveUTENRUINTN Audfy

3.1.1 fiwinwiliieadas

Tuamigeuini Afinnwifinandimsudafeug Aguasifsatuanuiiaund
martugnssuvesiieiinatead ualifiesaosarnideifiaatauarssifiuliymasandesiu
Uiunesuiduatull 14un aft Pate vs Threlkel ua Afl Safer vs Estate of Pack

AR Pate vs Threlkel* fi811993391 Marianne New Uneidulsausise
oulnseusuianils (medullary thyroid carcinoma) s'ﬁqmmmmamammaﬁuqﬂﬁmlé’ uay
Wrsunissnelud a.e. 1987 ABUINUIIYATENIVBIAULDINTE Heidi Pate 1ulsAuziSs

siamenullul a.@. 1990 Heidi Pate wazafifasiuunndNlin1s$nuyn Marianne New

21 pate vs Threlkel, 661 So. 2d 278 (Fla. 1995).
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waznaweaImMEdn Auunmdivienisaziianmdululel (kelihood) 7 Marianne New
wievolsnuSeiailliyns fuuwmndieiudilunisgua (a duty of care) d Heidi Pate
flavdesudufiou Marianne New Tiifiuauddyesnmsiiyasluiunisnsnidadelsnd
wifnunn Al TRmutAidna12 Famn Marianne New lasunisudasoulud a.a.
1987 udq 1Nz Heidi Pate lunmiafnnsesuavanalduinsnistesiu (preventative action)
Fadutenialunisnulsauzifeind Auunnddedin Heidi Pate lailduansliifiuds
ANNEUSTEWIN Heidi Pate Auituuymels unnddslaifiviidilunisquasie Heidi Pate

maduduwazmagnssalldiadusnilases Heidi Pate wavanil udmaginiuvs
uaiglasiandindudn Auuwngimhilunsudafou Marianne New audfies uifiuwmmg
Lidnduseadaiion Heidi Pate tnszunngiinihilunssnwanudu uwndisliamsdame
ToyanemsunndvosiielifugBuriuudiiasazeynnn waznsimunliunndasios
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Af Safer vs Estate of Pack” fifa1f1993431 Robert Batkin wugnmuauduuziss
Tuideungadneu aa. 1956 uwazidrunssnelulsmeruianatsasmdandu wasdisu
msiidnlnedasunngiide George T. Pack ¥eflan Robert Batkin AdsTinlulfiounnie
A.¢1. 1964 suauziiu Donna Safer Sadulanduazymsaives Robert Batkin o1y 10 ¥
Tuidounuaus a.a. 1990 landdsilony 36 Vifausanuuazaanueinsdldgasu
wzhniefiiuugde Fudrfunsinvededeiios luifeutuseu aa. 1991 Tandlésy
32 DeuvDe Robert Batkin wax§i1 Robert Batkin iHuseifadldlvauuuiaie Sehang
nstutlosnaanindves George T. Pack daléidedinluudaluy a.a. 1969 Wusasluiiou
fluney a.6. 1992 Tnenan1d1991 George T. Pack dinszviinisineussungnenisiilundnd

Tun193913W 191z George T. Pack 151UA191715009 Robert Batkin @111350018918AN4

22 US Florida Statutes §760.40(2).
2 Safer vs Estate of Pack, 677 A.2d 1188 (N.J. Super. Ct. App. Div. 1996).
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3.1.2 unUgyaAngvang
ansgelsNiingunefANATEIURYANI9EYAINNTedn Standards for Privacy

25 dy o 6
NHNUIYUNTINUANGLNEUN

of Individually Identifiable Health Information (“Privacy Rule”)
83N LA UANETYAN19GUNIN [NBANATEITEYANINEUAINVBIYARAKAIUALDNE
InfinslddoyanisaniniioUselovilunisliusn1smieguain wagn13ANATOIGUAINLAY

I Tala v A v o . N v
audusgfinvesasisae lnedayanisguamiiegludaduves Privacy Rule wie “daya

24 US New Jersey Revised Statutes §10:5-47.
% US Federal Code 45 CFR Part 160 and Part 164, Subpart A and E.
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NNFUNINNANATES” (protected health information) fio Tayan1@UAINAAINTATEY
fnuls wseanagnldlunisssydinuld wu fed Tuin nunsmvseiudiay 1a9% §ides
UfURnu Privacy Rule v3e “giagludedu” (covered entities) dnateuszinn siuds

Ny
AruinmsmsdnundiduiumsiudeyameguaniiduaseseiBnsmedidnnseding dee1a
Hussdnvieyanaild?’ vdnnisfiugiuves Privacy Rule Ao doyanisgunindiduases
lienagmilulvdodawelnogiogludsfuls uudazliiumseyynduaednvaidnus
Mndestoyaniedunuvesyanatu videdunsdi Privacy Rule fvusligiioglutady
Ie¥ueynn (permitted) wioiivthildes (required) limsellamsdoyamaaunmiiduases
lnglaisaslasuniseuginanidnvestoya®

suissaduiinuda Privacy Rule fldfvuangunasifsasunisuiaiou
YAFUasRnfuANLRaUn AN sTugnITvesUae lTegsialau wagusiinaswuin Privacy
Rule finginaust 4 daudtonathuuiuldluaniunsaidld 18ud nginasiieatunislivie
Dawedeyalifugiviofieuresiomneyaramaniufiduiulunisguadnuidives
foya (involvement in the individual’s care”” nqunasitisafunislivdedamadoya
iileAanssumIans sNEY (public health activities) ngunasiAeiumsldviednmedeya
iieleaufunnaIuiulsesdoguniw (averting a serious threat to health) lunsdlf
finnudnduiezdestuniovssim fuanauiisunssuagingasgis (serious and imminent
threat) flogunmuasyanalayaranilvievesaisisnis® waznginasiisadunislivie
Wawmedeyatiieldlun1sdnun n1sdrea13nen udensdaliiinissnun (health care

operations)*? usiilafia1saneazidesvaanginadivaitundnTduguiu Fwenananilaan

2 US Federal Code 45 CFR §160.103, “Individually identifiable health information” wag “Protected
health information”.

27 US Federal Code 45 CFR §164.104(a).

28 US Federal Code 45 CFR §164.502(a).

2 US Federal Code 45 CFR §164.510(b).

%0 ﬂgLﬂmsr/ﬂua"Juﬁfﬂﬁauﬂqmﬁqmmmﬂumﬁuﬁaﬁ’uﬁzgmﬁa'ﬂwaﬂiwwiaqﬁumwmmmﬁﬁmz wu mtesiu
W%Bﬂ'l‘UﬂllIiﬂ‘Vi%@ﬂ'ﬁU'mL%U ﬂ']'ﬁi'?&lﬂ']uﬂ']'ﬁ/l@ﬂﬁyﬂlﬁﬂ NIIAIUANAUNINYBIDINITUALZYT 8. 7 US Federal
Code 45 CFR §164.512(b); US Federal Code 45 CFR §164.512(b)iv).

31 US Federal Code 45 CFR §164.512()(1)()).

32 US Federal Code 45 CFR §164.506 wa¢ §164.502; US Department of Health and Human Services,
'Federal Register' (www.govinfo.gov/content/pkg/FR-2013-01-25/pdf/2013-01073.pdf, 25 January 2013), 5668.
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3.1.3 wumeufuRvesusznauivntn

Tud A./. 2016 @U1AULNNELITIDLUSAT (American Medical Association:

v
v v a

“AMA”) leiaontadiAuni19a3esssu (code of ethics) Ing Chapter 4.1 vosdotsAuiinnun

'
a vaa

waninaiNeIuTugeNans (Genetics) naninausitudruillafivuauwuimieuuanneatu

(Y] a

nsudnfeunAgUiengiuauEnUniNIaiugnssuvee nanlagianizAs Chapter
4.1.1 AMuuakuwImn U JURdnTuNITMaaaun1siugnssu Tngesurgdunndaisaunuiny

AUEAEINURANTENUNINITUNNEnTan193nlanenaindu (medical and psychological

(% a

implications) fugAgUae wazanunsaliunmdmanividUisasudanougy iy Uiy

a

HAYBINTNAFDUNITUENTTNYR U niauvannaftieiunmdnieaunazlinsdiewmiae

Y = v %

AuaelunsudnssugAgie® wenainil Chapter 4.1.3 nanfansiinfiatoyaniaiugnssu

Y

a [~

vosffielasyanadu lneSureiitaediirfunsmaaounaiugnssuilansiagiiuin
Foyavosmueaiuanudu wazunndfiannsadrdmanisnaaoumsiugnssuvesiiie
fnthiinsasserussadndnlunsafvdeyaniauanvesiiieifuaudu dunndas
WawnedeyanisiugnssuvesgUieliifuyanadu unndazdosldiunnudusenaingiae
Wi

Feaun50a3UaINTovaRuN1993e5TINTEe AMA 131 wuansUjiRvesunmg
Lieygaliunnduiafougrdgiasifertuamiuiiauninieiusnssvesie unnddag
fvhiimsaTessalunmsinvideyamaiusnssuvesditasdunnudy uudunmdazlésy
AuBugounIon1saugInngUe wazunndiiifi saunumlunislideyaundiie e
atuayulifasaansadadulalfodramngan lidasdunisdadulaferfunimeaey

MaiugNITIvTMIULILROUY AR

33 US AMA Code of Ethics 4.1.1(c). fifedunain wumeujUadlilaesuisegnsdaauinnisaunuiluizes
Wi AATUReUVTEVAINTVABUNINUGNTTU.

34 US AMA Code of Ethics 4.1.3.
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3.2 @%S1YIUIANS

ansvoandnslauiundyafnguunenivuanginadiiediunisudasie ug Ao
«:1' Y a a @ Dl 4 & a wa v
WertuanuRaUnAnsiugnIsuvesUle ninaeitusestaglunuinisifivesuseneu

a . . o a = = = o X
AT (professional guidance) wazAAinInwvasrng Fellsivazidonnll

3.2.1 wumsufuRvesusznauivnin

wmafsaludesivnngegluenats 2 atiu éud wwmefiRietundi
Tuns$nuimuduvesiiieiieanlnsunmeant (General Medical Council: “GMC”) uag
w1 foRdmiunslddeyaniaiugnssnlunisinunioonlnevinedoorgsunnd
(Royal College of Physicians: “RCP”) mﬁzﬁﬁzgsuaau,m‘wNUﬁﬁaﬁqaaaawmma@ﬂlﬁﬁqﬁ

dlenantmmadeunsitugnssuresitisd g fdtieinientafiaufinung
maugnssuludnuazieiu wndasauaiuadaslavesitienauii gUleduseulvi
nmsudaeugAgUienseli® mingUlelvanuugey umdasiiemaegUislunisudaiou
FRURe Ly aSuemuduesmsdeasiiesineluasounta szuanAgUaeTideudaiou
wisstlenasdmIuNsLIuAeu 1av®

wivnngUaelailfenudusen unndenadamedeyaiisaiuanuiauninig

@ [

wugnssuvesntiela® [eulafidAy Ao nsluillameaznelmiinauidssadinnie

3 Y
dunsed1eewswanIfgUle wazn1slameavritbigguielasulselev® nanfe

! ¥ A a v o % a v Il Y= d‘ ! dl a Y = dl
msliudussugigUieasiligaguigisuifeenud gaegsnnigigUieaziiennisn
anunsalesiuviednula™

p819l5An 1 uideulednsduasasudiuundl unndnmsudaioug gl

Y

lngldiUameiinuresdiae men1sdrdadeyanunndazilameiionanidedddlbuntin

Tunsnwanuduvedduae® wivnunndwuiniianudndudealamedinuveiae

35 UK Royal College of Pathologists, ‘Consent and Confidentiality in Genomic Medicine (3rd Edition)’
(Guidance on the use of genetic and genomic information in the clinic, July 2019) 25.

3 |figdna.

57 {9819 10; UK General Medical Council (30550 11) para 75.

38 UK General Medical Council 1fis$14.

3 UK Royal College of Pathologists (19499550 35) 10.

| fi9819 10 (2.1), 29; UK General Medical Council (149330 11) para 76.
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Y o o o P Y ) 9 v = Yo o = a2 v A
wihfvantunsawashwgdae wihlunistesiuldlviuraadulasudunsiensuwse® nii
Tunssnwianudurewnng sunsiefilnnannistaaisulayliuduiou Usylowifions
lasuarnnsudaiien dnwauzvesdoyaniiliudadou® 184 Mswdusioun iguiseia

a X vy o A ) A & N = o w ' o 1Y)
Wadulamnnmmanidedunseiilunaannalaneinud AN 1IN T nYIANLEY
voerjUe ™ mnunndandulainunndazudunouy il unndagdesdsiUiensaueiuiey
wianavensindulavewnnd® uazunndminlamedoyavesUelilosNgansemai

Jududmsunisudadieugfguae®

TvodunadniuiuImeuuRntaetnediu 2 Usenis Useniswsn wikuanig

UURnsassazlivunsudaiougfgUie wineguuiugiuvesnuniswaeg e dud gy

[ 3

Aazdiulannnskugiimdneesver B usesangUiveswaiies Welinisudusiau

Andulaeanuadaslanselasuarnugussnangtie waswidngUisaglilianuduesy Ady

wuztliunndneneuanideansdamesmuvesithoiieSnwanuduuaranududiudi

A a A

Yoy Usemniaes Aeunaziimfinnuvesmaiaglandnisuidedesdialy nsudasieou
dgUrenukuImUiansaesiiliifiveatvayunanguingle 9 danalvunndiiuuliy

Y] o = Y A

%‘ﬁmﬁwﬁwﬁwN'«ﬁaﬁisaﬂ,umﬁ’ﬂmmmé’wEN{JiﬂwLf]ue?mmuaxaa LN LILA DY

o

7
gAgUae wiwnmdazegluaniunisaiinueddnitnnisudadougfgUiedudenignses

v U Y

AUMANDTTIIUTIUVRRVITNANY

3.2.2 AMNWINEIVIANA
ANNINEIYBIAaLlUAR ABC v St George’s Healthcare NHS Trust and Others
losuseamthivesnndlunsuiandougigUae dwalvvdiilunsudaseuiliiveatvayy

MINgVHIEATILSNlUanT1RINTNS

4 UK Royal College of Pathologists Wiedna 29 (2) 1.

2 UK General Medical Council (1148550 11) para 75.

5 g para 68; UK Royal College of Pathologists (199350 35) 15, 29.
4 UK Royal College of Pathologists Wieens 29.

S |fiadna.

% 19819 29 (2) ii (CXd).
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Faasseasndiifogin Wl aa. 2009 JavedandBuiionnisvedsndufisu

ludouliguisu waziilandnsassdluieudiueisu danvedlanivenunnddn aulidenis

o
[ 3

= & o e I3 v a o o s o & o
Iﬁﬂﬂﬂ%ﬂmuqﬂﬁ’]’J'ﬁ‘Ugﬂﬂﬂ’]'ﬁL‘UuIiﬂ8UGNGIWUEJWIULL3J’J’]I§W]ﬂﬂ’]ﬁﬂ(ﬂﬂﬂ‘ﬁﬂﬂ(ﬂ’m NINEHAUNATN

[ [ !

TaNALILIAe knda1snnsanaulaveasdniland aduteuaninaiBidunnuduainland

Tuioungainmeu n1saseifasereswmetuduindamvedandilulsadufeiu Fdduvaeiu
918A33A709laNANINNI1 20 dUaviua wintanddeen1sviuie landdesdidunisnielu
wousunau Tl aa. 2010 landaaenysstusieumwey dnmvedanigniaesiininnissny
o1msmsdnluioudamay waglufud 23 Amnau Olumoroti Faududaunmdlinnssnu

Imvedanilauideulandniiu uazwasuddilaniiineiulsaduisiuvestailand Tud

saa A

a.A. 2013 landasranuin landilduiidenlostulsasupsiunazsuionnsvadsail
Tanrdsflesdnasdasznauseniadiiguanisinumisguaim (healthcare

trusts) 3 wisTidugudetnveswnmefilinissnundavedand Wedonsesrdulvunaunuy

Tuanudemeilandldsuannismnssiresunasn Anudemeniadale wasanuEenie

fewilos (consequential loss) lnafilasaSunedn fiuunmd (Springfield Hospital team) fieg

:
Tudstavesdpeiiniilunisgua (a duty of care) sislavd esanlanAfidrusinlunistde
ATOUAST (family therapy) 3afi9anlanAdaudunussus UL URLLINGHIUNI IS
nszuruntsuyvesdaland uarlianusfuaulivesiiuunmdforuiu Weiluuwng
Liudafoulandifsaiuanudssilandasiiiugnssuvedlsadufsiuluuns Manddiannse
ginatansadild Safunisnssvhlneussum lnglandgnei dlandsinnudssinaiiuds

landazgdnisasasidmszlanidnaitauasldainisaguaynsideinisveslsaila

9 Y

v
a

wonnt wnindlaazilindniuyweruredlaniniy Human Rights Act 1998 men1sagLiin
Article 8 Y898 UF Y 1ANATOIANTUY W YUVDINaLlaglsy (European Convention on
Human Rights) %ﬂé:mmaqaw%ﬁwlﬁ%’ummLﬂﬁwaia%?mmam%’a (the right to respect for
family life)

o w

Uszeiumsnguaneiididguend fe wndludiiavesdtaeintnlunisaua

o

(duty of care) aelaniuseld wagntfinananiianwugseveulneg19ls neuNnariaIsan
Usziuvesnd Suaslafosvelirasndiiosvadland (striking out) Inglinanainunme

Tudsinvednaglifivihnlumsouadelanifsilaning 13819 m1ags (High Court) lafimnw

7 Tsameiugnssuiidevendiumaasiulausianedudueiu (autosomal dominant trait) Favuneainy

Tillenadilandasiinnuiaunititesaeay 50.
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anA1flsredlani®® uieagnssal (Court of Appeal) iNIN®INAY Imaﬁmaﬂﬁﬂﬁﬁgﬂﬁﬂﬂ
firsanludumald wnemagnssalldinsanuumsufofives RCP uay GMC fiffusilud
A.fl. 2006 LAY A.A. 2009 AuARU waziudsnnudulldiumdenaiviilunisguase
YREUIeATawEuSeugnssuAudae wasinlhiimenguanelunsudeygiae®
dlofansandszifiuvesnd mags (High Court) leidfimnnenlu®) a.a. 2020%° 41
fuunmdludsinvesdiasiduinveunsiitnaseuatisevidlanduagSanvedlanddmig
Tunmsguanisnguaneselandée Inevhiflunispuailiinedindeu (unusual) wignadhs
gﬁulﬁﬁmﬂ%ﬁﬂLﬂm‘ﬁ%ﬁ]ﬂmiﬁﬂﬁﬁﬂﬁiuﬂ’ﬁ@LLﬁﬁQﬂﬂ%’WﬁUIUﬂa Caparo (the Caparo test)*
Feiidouly 3 Ussns éun 1. Sunsefifnduiulanddusunsefaamnsld (foreseeable)
g 19dnlau warfluunndaiafiudunmedy 2. aruduiussenirdanduas fuuwngd
aulnddadifisane (sufficient proximity) a1nn1silandidnsiunisvrdnaseuasa uas
3. Msfvualifiuundludsinvesdnasiiniilunsquad elanddudsiidusssu (fain
yfiss3u (just) uazaNmgaLE (reasonable) AaaBunadaedt wiilumsguadiiadulaly
miilunalamedeyaiifunudueesdaland uiduniilunsdaimdnsgming
Usglowdilandléfuainnisiuiiernuidsameiugnsy fuuselomitameddandliiuan
msUnananisnsavidedelsnduisiutazysylovivosansisnzannsBasiulunisinu
anuduieafudieyansguaimuesiioe Im8maéuaami%’aﬁmﬁfﬂmﬂﬂmwajmsfﬂmww‘%al:u'ﬁlﬁ

%
[y I~ v o o

Aandeny Ae nstavinlainTuR 1NN ELLAI S O bl

7]

& = =

agelsfinny Wemaiansandeaaisluafiuazanuiiuresne ey
& 1 I o = Y < Y 9 ) & ' v
mauiliumaidanuneiunmstanndnludneaed waslandldanansauansdvii
PANULiuYeIneWIEIrIyesTasliaumvnauna madadndusnAflosvadlanimeiy
LifinnsdRunihilunisauaiiuwnndludsinvesdiasiiseland

YOFWNAF NS UA AN N TR UL @9UTENS USenswsn nisidusiuvaelann

Tunrsvinaseuasieiunsiaeknngludannvesdnasnalmina WduussenIndann

% ABC vs St George’s Healthcare NHS Trust and others [2015] EWHC 1394 (QB).

% ABC vs St George’s Healthcare NHS Trust and others [2017] EWCA Civ 336.

0 BC vs St George’s Healthcare NHS Trust and others [2020] EWHC 455 (QB).

5t ffinnuwesad Caparo ¥nmdnmsdt yaraudsduthillunsquaniungrunedie 1. yaratuaunn
aamngldvieliidunmeaniatunnnsnasiivesau 2. yaratuaasnsryyaeatiogluanuidesldvialsl uay

3. msfmuabiypradvidilunisquaiusssy efisssu uavaumsaunavsoll. g Caparo vs Dickman [1990] UKHL 2.
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wazwnndludainvesdnasiu warauduiusiiiudoulvddgiiviilinAanihnlunisgua
sEiNane@ngine Usen1siaes Aalilnesuigagresdmauinunngludiinusadiasazdog

wiadougfthevsell wavazdosuinfieusieisnisla
=
3.3 Ussnroaatnsiay

Tulssmaoanads ngunasiludesiusngedlungmneiiduasesanududiusy
yesyana Jaiindnannandudiudiusesainside (Australian Privacy Principle : “APP”)
fiusingeglumsnedl 1 (Schedule 1) ¥89 Privacy Act 1988 (“Privacy Act”) 1undnnns
ﬁugm APP imusdefiansansing q Reafuanududiuiivesdoyadiuyana waguuamg
msdfunisfudeyadiuyana Famitsauniessdnsiieganslidaduues APP (“APP

(%

entity”) azAasU Ry Vuwagadunsidudivesdeyadiuynana ndnnisiugiufiddy
Aa APP entity a1aldvsaiUamedoyadiuunnala uivzaosdennaesiuinguszadAnan
(primary purpose) ¥8sn1stiudeyadiuyanatiu Wneddeiudmiunsdlfl APP entity
ansaldvIeilamedeyadiuynnaiieing Useasrdu (secondary purpose) ba 13u lasu
a v v 52 8.8 .a v v v fu W s o &
AuBugeNaINvesteya® ludwmenunelauwagduiusiuingUszasdanan iUulumy
NOMINEVTOAEIaIANa> “1a
NuAdgatuilifinnnginaeiluFesiinusngeglungvungseduaniusigvesuseina

o [ %

poansiae” FausznaumeunUaingring wagkuimeufUadmsuduseneuividniesn

(%

laganfegnunauuntyaiing e suavidenilaadl

3.3.1 untUgyaAngvang
nqinaeiluisesiiusngeglu Section 16B(4) ¥e4 Privacy Act FainvuAVaNNGY

voenslivselamedeyamaiugnssuluaaunsalnsguamitlasueyn1n® nguneeyan

%2 Australian Privacy Principle 6.1(a).

53 Australian Privacy Principle 6.2(b).

% gAfeatuiesurenginusiaungrinessiuaniussy meznginasiluduiaunsoasteuliiu
AmTLLaranvarTenInuTludesivewssmaosansds uiiifedunai1 nqunasiludndinatuldtuesding
Aaenguviy aaAnIVaniBnuYeINIATTITegnelidifurasng e sEAuLasy.

55 Australian Privacy Principle 6.2(d). néninassiiiafuniseynliiiu 14 wielnwedeyadiuynnausn
panidu 2 du Ao ‘wﬁﬂLﬂmsﬁﬁm%’uanwunWiﬂﬁniuﬁ1ﬁ§uawmﬂm (permitted general situations) wazd1nsu

anuNsainIsau Nlasuayy IR (permitted health situations).
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Tldvsednmedeyanisiugnisulnsusannanudusenainiivesteyanieliteuly
4 Uszms 1HuA®® 1. APP entity I6$udeyameiiugnssalusevinailiuimemaguamiugae
2. APP entity fivmdumaionildvanauiigunsiedin quai videmnuvasnsiovesyana
Snauniafifianuduiuinetugnssuiuiae 3. msliviedamedoyamaiugnssudy
Fudusenmsussmedestusnnmuiisuussfanan uaz 4. wniimsiameuds §7sutoya
ymaiusnasuiuasdoadugAfidauduiusmaiugnssuiugiag

Tedunndn ngunamideiusygnliinmdenslivselUnamevoyanieiugnssy
voutheld uaiildimualiuwmdivinimangmneiasdodiviodamedeyanisiugnssm

Yo UIeusag e

3.3.2 wumeufuRvesusznauivntn

T1882188AY09NTULURAM Section 16B(4) wiis Privacy Act 91asuegly
LuMUGUR (guidelines) oanlno@duniug1u1aA1L Section 95AA W Privacy Act
swazdendinlvgegluuumisufiafioonlasaniisenisnisunnduazauanuvisia
(National Health and Medical Research Council: “HMRC”) Tl a.6. 2014 wagseazLBen
ueduegly Chapter 8 suaaﬁwLLuzﬁwLﬁsaﬁUﬂawuLﬂuﬁ’;uﬁamﬂqﬁumw (guide to health

privacy) eenlagd1iinauvenssundnisaudeyauniseeansidy (Office of the Australian

[
wa o o

Information Commissioner: “OAIC”) Tul a.¢. 2019° Lﬁaméuammmwﬁua 1@ 09ay

mmsaaqﬂiwﬁ’ummﬁwé’u%umaulé’ il
ilenuingriguaeenatinnuiinuniniaiugnssuvesgiae uuimafoa

Y94 HVMRC mMyualbiunmgmisuusiingUigliudaiousg @gUiemenuemssunmdnisneg ey

vaaNuBusenngUltlunsindeg1ady e uarivuaisnisyieimdeUleie iUl

annsadindulaluesiiliegraningan wu Wideyanugiuiedrtuaniunsaliinu wuzih

wsetialigUreliusmsmiaiiugnssu (genetics service) @ vngUaeuiasiaglvirnuguges

%6 Privacy Act 1988, s16B(4).

57 Office of the Australian Information Commissioners, ‘OAIC Guide to Health Privacy’ (Australian
Government, September 2019) <www.oaic.gov.au/privacy/guidance-and-advice/guide-to-health-privacy/
chapter-8-using-and-disclosing-genetic-information-in-the-case-of-a-serious-threat> Fududle 21 WO BNAU 2565.

%8 Australian NHMRC, ‘Use and Disclosure of Genetic Information to a Patient’s Genetic Relatives
under Section 95AA of the Privacy Act 1988 (Cth)’ (Guidelines for Health Practitioners in the Private Sector,
March 2014) 36.

59 119914 35.
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saa o Yo a v A a v N ¢ YA o 5% v A
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AILAULBY
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WRfasansausavietestufognanutuld deulufindnaunsousnfinrsansendy
3 Useidiu

Usziiuusn e Aegnanuseandgiiefinainanuiaunimaeiugnssuiinng
sunsdeliuazauguussiuiintosifiodle Taosdlsfananstiadoauiu lWun Snwas
vosnrmiiaUnitu Anudssiiieades madenlunisinyivionisgua wagaudululéi
YdfUeariiviedunivgussnnufinunfidy uumiafoives OAIC Aruualiunnd
firsanaudulliisvanauduasiintusareusuusessunsefiinanfoanaudu
Tnseniiegnsnei Suanauiidmansenuegissuusasifloniafistuliosnndonlionaiio
Dusegnauiigunse

e fsanaNaInANuRaUnANIsiugnITNTinILFULSs Ussiiuilassiides
finrsan Ao lomafiawussmuiedestuseanaiuiy uuamisufifves HRMC funly
finnsunin fnmsnislunistiesfuviesnuenisvesauiaunituniely wagmnlud
11937151UNT3 Y mmﬁqLﬁaumwaﬁﬂamzﬁﬂﬂﬁmiﬁwLﬁumiw'%ams%’ﬂmﬁmmsaumﬂsﬁu
dnsugUaenseli®

Ussiiiugavinedidesiiansan Ae msudadeugniguasiimudidudemsussim

wsetesiusvanmusog i Ulevselil lnguumisufifives OAIC Muualiunndilguna

60 |fig8n9 39.
61 Office of the Australian Information Commissioners (1%48558 57) 2.

62 Australian NHMRC (1599550 58) 42.
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a vy A
AU LWNgNl
dmsunmsudasieugaguiensali® nieulinaiduislunisdndulavsedalyinisusnwm
VN9NUENTIU (genetic counselling) A iuudazdunsdifisaniu® ningUledaaaladl
ANuBusey WunndnidunaesuigeasiBenreiniskisisunenaintulagusiaain
ANBULe MananngruIeiieItes wenaven1sindula wasdaLnaasiunndiansan
WioueSuresariBundulnedfuNITLINABN®’ waNaINTl WNNENTigNIAAITETUIEMET
mngUhelinelatunisdndulaveawnnd guvanunsadeaseuludmiienula®

agalsiony wivzlunsdiinguuneeugnliunmdudufougfivae wiwnwngd

< v a 1 14 I a v ¢ ! ¢ 2
nenadndulaliudauneugrdgUaslaluursaniunisal Wy aniunisalsuusidosas

(extenuating circumstances) auvinlin1sudsfiowlulsslovinagAduaetes giRdUae

wieiwuliifosnisuidoyanieiusnssumant wndRansanadounndouuduiuii
nsudaiougAfiaelimangan 1a4 Tuaniunisalvaniu unndorarszaenauiaiou
uniranunsaivatuasisuutas® vielunsdiiunmddfisunalidesnisudaiou
fromawadiufmvIolddesnisfuinveunisuiuiou AnsuInwiauduniedamaudu
WFuRArUNSLINAD UL

ftodunndmiungnasiludestivesszimaooanaided wumnafofues

HMRC a5utedae31 NMsudadougigUasduiisamiineesesssuwinuy wszldingmung

3 Office of the Australian Information Commissioners (149550 57) 2.
6 Australian NHMRC (1840550 58) 43.

6 {9819 3.3.4.

6 |fiadng 15.

67 |fisdha 15, 19, 41, 43,

68 |fiadne 44,

6 |94 45.

K

S]

Wiedna 17, 46.
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ngrugegstaluLaz gt nualinisudasioudunthfinisnguanesiy esainnginug
wianugnuilvegssiailisanasmauiluassargaiiaiatulul a.e. 2021 Wideliiasueduie

sz IRnnuduinvesngnasivaituney udrdesutenginailuiagiu

3.4.1 YsziRaauduan

Tuaoriou Tousiaduayliummd i inangrmndlumsudaiougadiae
gndadunsednsliudvimiiddmanssnudenthiivesmndlunmasnuenuduresiae
wagauliinslaszninunmduaggiae ™ ngminedsimualiunnddifeaniiivennan
AU nshludadeugigUigazneliiindunseduadgdismnilainsnistunistesiu

wiaguadniugyAfuae wardfUrglindudeug fgiae Alufianusuiinlumnudems

Tt aue. 2011 Insunlunginasiluizest] vinlinisuennanigUletnaduassies
WinTunoungUlieagid1sun1smaaeun1eiugnssy (d'un examen des caractéristiques
génétiques) wagdingnauiiiaufiudnuangdiu wu Wn1snaaudi niunswILRauaImi

1Y

AeuMInegeunIeiugnssy Witieinihlunisudaseugigae WigUiediansiaylisu

Calle

[
o A o

HANTINAROUVNINLINTTUVOWDY 184" nsudlungringluasslinifevinnlunisudasou
4 =~ U ¥ ! ¥ ¥ A a Y 1 = % ¢ @
munguane laglimadeniugUisdngUisasudafougigUiemenuieaieliunndidu

AuInFaULNY

7 \fiedng 15.

2 Comité Consultatif National d’Ethique pour les Sciences de la Vie et de la Santé, ‘A Propos de
('Obligation d'Information Génétique Familiale en cas de Nécessité Meédicale’ (URL: www.ccne-ethique.fr/
sites/default/files/2021-02/avis076.pdf, 24 April 2003).

3 French Code de la santé publique Article L1131-1 (Version en vigueur du 07 aoGt 2004 au 09 juillet
2011).

" msudlungmanely A 2011 shldngunasiludesdintousunginusilutihgtuinegnesuislasaniden

Tusdegdeudnly.
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3.4.2 ngunadivasngusnglulagiu

nnmaneludestannsouisoandu 2 d1u drusnfengunasifiduassddoy
%qUiWﬂgagﬂu Article L1131-1 ¥93n)van8a15130ua (Code de la santé publique) dauilaos
ﬁaﬂgLﬂz:uszﬁﬁﬁwummzmumumx%umauiumsJazLﬁsm daldunuamaufuiRdmiumsufoa
mungunasiludiuusn dsusingeglu Article R1131-20 woangszileu (Partie réglementaire)
Tungvaneansisagy uazAds (amete) fosursuuamnenisiansavienisaidunisiuns
wdadaugy AU

miAdeatuithiauetaesdmmuidutuneuinnoulundinismaaeuns
ftugnssuvestihne fall

n) ABUNIINATBUNINUINTIH

AOUNINAABUNIINUTNTINVDIHUIL wnneid1vesld (médecin prescripteur)

Aasuanna1dfyle 3 Jamdny denuusn Ae nshiuduseug1fguieniainudsdens
nelAAndunsald mnasIanuAuRaUnAnIsiugnIsuNTausuLswarvnsnisteiu
vsen1sakasnwdmsuauiaUnAtu’ Jeanuiass fe ngvuiemvualvgUliefeauds
WougAgUie MInAUEAUNAN1TUENITNNATIANUDI1ANelANDIN1TT TULTILAY
IS £ = 3 o [ a a &I} 76 ¥ v A Y
fumsnisdesiunienisquasnuid miuanuiiauniitu® Yeaiiuaniing ds wingUae
Lifpenisinanisnaaeun1aiugnITuvemuRmIalifoIN suILHoug AL UIAIEAWLEY
Y 4 s ¥ A a v 9-/77
AUrgansaueuvnglvunmdudusougfgieunuls

UANANNITUBNNANITIAY UnndarsanasiulUleiiediuseasidenvesioya
(les modalités de linformation) f1agldlun1suaadion lnaunndaisseyanutuyatgyIf
Aureionalasunansenunteyafiudadiouse™ uinisvitennasiioafintundnisnageu

meugnIsula

> French Code de la santé publique Article L1131-1, Subarticle 1, Para 1.

6 French Code de la santé publique Article R1131-20-1, Subarticle 1, Para 1; Arrété du 8 décembre
2014 définissant les régles de bonnes pratiques relatives a la mise en ceuvre de linformation de la
parentéle dans le cadre d'un examen des caractéristiques génétiques a finalité médicale (JORF n°0293 du
19 décembre 2014 - Texte n° 63).

™ French Code de la santé publique Article R1131-20-1 Subarticle 1 Para 2.

8 French Code de la santé publique Article R1131, Subarticle 2.

" French Code de la santé publique Article L1131-1, Subarticle 1, Para 1.
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¥) NAINITNAHDUNIINUINTTH
.:4' 9 =R =~ a a @ =i =
WAHANTNAFBUNIINUENTTUURIEUI8TANURAUNAN 19 UEN T TN 0194

9IMINTULTS (affection grave)® uaggUreliliufisassuansmaaeuniaiugnssy iuwne

'
=

wdsran1snaaeutuiugtensedlienasiagunan snaaeutuiuge®

odUlndaInsudufiougyIffUaefenue LnmdfasatiuanuniIsLIsiou

v v
i

vosthesmemslideyarine Tnsedunaidevnluenarsildlifudiae® uasuuriringiae
msfaudaougAgismilathe®® uwndenatemdeiisludnuagduse Wy vienas
wiufeuiannsadsliiugniguas tauslimuSnumaiugnssy TiseazBenmsansenas
QJ‘L'J’JSﬁﬁmmﬁﬁﬂﬂamﬂﬁuqmiuLamf?fu (d’associations de personnes concernées par la
maladie) $al#finsuinufiuiindninen (psychologue) 1a1% Tunsdifidunsnisiaaiu
vienisquasnudmiuandguae fuisezdeaduieuqniguieiianudsanasiguae
fieazBeamsdinsie® nieulineasiBunlumsfnseunndidrvealdiugiagUleme®
wwdazdufuiafeugagUasuwmuguaelu 2 anunisal fie fUheUfasiioy
Ldfuinanismaaauniaiugnssu® uwazgUlslidaenisudafougddylsienues® Tu

aounsalviand fUasanunsavimiisdeseweliunmdidveddilududasiougy Bl reunuld®

0 fdn “quuse” mneds AeliAnmnudsaivivlimeneuiodunis (déces prémature) videmnuidesiioz
vinlifiniseesgunss Feamdeinligeydeniwanansolunisinaulaluglvy. g JORF n°0293 du 19 décembre
2014 - Texte n° 63 (39550 76).

81 French Code de la santé publique Article R1131-20-2, Para 1. ﬂgumaﬂ"mumé’ﬂwmmaﬁan&aﬁ'ﬁaﬂ
Usngegluenansianandne. g Liséns.

82 JORF n°0293 du 19 décembre 2014 - Texte n° 63 Lfiv$14.

5 wndlisedovesfftisiiondldiunansenuanauiiauniimeiugnssuesing wiouuuusedeil
Wlunwszideou. g French Code de la santé publique Article R1131-20-2, Para 1.

88 JORF n°0293 du 19 décembre 2014 - Texte n° 63 ({3303507 76).

5 ymsnistestuiionndufissnislisiuinumnaiugnssufld, g French Code de la santé publique
Article L1131-1, Subarticle 1, Para 3.

8 French Code de la santé publique Article L1131-1, Subarticle 1, Para 3.

87 French Code de la santé publique Article L1131-1, Subarticle 1, Para 1.

8 French Code de la santé publique Article L1131-1, Subarticle 2.

 dn3yin1sesunedn nmseyynlisinisueunsngliunduduseugrAgiswnuaunsafuiiodulym
msdeasmeluasounsa. 9 Benjamin Derbez and others, ‘Familial Disclosure by Genetic Healthcare Professionals:

A Useful but Sparingly Used Legal Provision in France’ (2019) 45 Journal of Medical Ethics 811, 812.
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v a
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[

o < 1 £ Y =) [ U ¥ ¥ & <@ <
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% French Code de la santé publique Article R1131, Subarticle 4.

! French Code de la santé publique Article L1131-1, Subarticle 2 wag Article R1131, Subarticle 4.

92 French Code de la santé publique Article R1131-20-2, para 2; Arrété du 20 juin 2013 fixant le
modéle de lettre adressée par le médecin aux membres de la famille potentiellement concermnés en
application de larticle R.1131-20-2 du code de la santé publique (JORF n°0143 du 22 juin 2013 - Texte n° 7).

% French Code de la santé publique Article L1131-1, Subarticle 2.

9 JORF n°0293 du 19 décembre 2014 - Texte n° 63 (Bse35071 76) fn 7.
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97 UK Royal College of Pathologists (17499350 35) 25.
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% Marie Gaille and others, ‘The Ethics of Genomic Medicine: Redefining Values and Norms in the UK
and France’ (2021) 29 European Journal of Human Genetics 780, 784-785; Anneke Lucassen, Jonathan
Montgomery and Michael Parker, ‘Annual Report of the Chief Medical Officer: Chapter 16 Ethics and the
Social Contract for Genomics in the NHS’ (2017); Peter Mills and Jennifer Miller, ‘Why We Need a New
Social Contract for Data in Healthcare’ (World Economic Forum: Health and Healthcare, 21 March 2019)
<www.weforum.org/agenda/2019/03/why-we-need-a-new-social-contract-for-data-in-healthcare/> U Ay e
30 diguneu 2566.

% Sonia Suter, ‘Legal Challenges in Genetics, Including Duty to Warn and Genetic Discrimination’
(2020) 10 <www.ncbi.nlm.nih.gov/pubmed/31548231> Fuduile 1 e 2566.

100 Alfred P Minei and Sam O Kaipu , ‘Disclosure of Genetic Information as Matter of Medical
Ethics and Patient Rights: The Relevant Legal Context’ (2022) 19 Journal of US-China Medical Science
<http://www.davidpublisher.com/index.php/Home/Article/index?id=47035.htm(> duduidle 20 unsAs 2566,

101 Margaret Brazier, ‘Do No Harm. Do Patients Have Responsibilities Too?” (2006) 65 The Cambridge
Law Journal 397, 406, 410.
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102 g 4 4.2.3 ).

103 UK Royal College of Pathologists (148558 35) 25.

104 NIH: National Library of Medicine, ‘Genetic Testing: What Is Informed Consent?’ (MedlinePlus, 28
June 2021) <https://medlineplus.gov/genetics/understanding/testing/informedconsent/> duduide 10 ﬁquwu

2023.
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