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This article considers the regulation of posthumous medical data donation (PMDD) and 

examines the extent to which the law should require the opt-in ante-mortem consent of 

deceased persons for their medical data to be retained and used as part of PMDD initia- 

tives. The article considers arguments on either side of this debate (i.e., pro-consent vs. 

anti-consent) before tentatively suggesting that, as a general matter, opt-in consent should 

not be required for medical data of deceased persons to be used for PMDD purposes. It is 

also proposed, however, that whilst opt-in consent should not be required by law, individu- 

als should be provided with a qualified right through which they can object or “opt out” of 

their medical data being used in this way. 

© 2022 The Authors. Published by Elsevier Ltd. 

This is an open access article under the CC BY-NC-ND license 

( http://creativecommons.org/licenses/by-nc-nd/4.0/ ) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1. Introduction 

Previous contributions to the literature have established
posthumous medical data donation (PMDD) as the philan-
thropic notion of donating personal data pertaining to one’s
health and medical conditions, post-mortem for the purposes
of non-commercial medical research.1 In particular, it has
been argued how despite there being many significant ben-
efits to PMDD, notably the way in which it facilitates individ-
ual participation in ‘citizen science’ and the development of
cures and treatments for some of the most acute known dis-
E-mail address: henry.pearce@port.ac.uk 
1 E Harbina and H Pearce, ‘Your data will never die, but you will: 

A comparative analysis of US and UK post-mortem data donation 

frameworks’ [2020] 36 Computer Law & Security Review 105403; E 
Harbinja, ‘Posthumous Medical Data Donation: The Case for a Le- 
gal Framework’ in J Krutzinna and L Floridi (eds) The Ethics of Med- 
ical Data Donation. Philosophical Studies Series. Vol 137 (Springer: 
Cham 2019). 
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eases and medical conditions, the law provides scant accom-
modation for this practice and in some instances may hin-
der it. Consequently, a new bespoke regulatory framework for
PMDD is desirable. Though no attempt to advance a detailed
legal solution for PMDD has been made to date, several key
issues that would require consideration in the design stages
have been identified.2 

One significant question that warrants investigation re-
lates to the possible role of consent in the regulation of PMDD.
Some would likely argue, for instance, that the opt-in consent
of a deceased person to whom medical data relate, expressed
ante-mortem, be required for such data to be lawfully retained
and used as part of PMDD initiatives. Conversely, others would
likely argue the law should permit the non-authorised auto-
matic retention and use of such data for PMDD purposes with
no consent requirement. This paper aims to raise awareness
of this debate by considering arguments on both sides and by
offering some normative suggestions as to how this conflict
2 Ibid. 
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Pitfalls, and Alternatives in Adapting Electronic Health Records 
for Health Services Research’ [2021] 41(2) Medical Decision Mak- 
ing 133-142; L Beesley et al, ‘The emerging landscape of health 
ight best be resolved. As with other work in the field, the 
rguments considered and made here are inspired by medical 
aw and ethics literature pertaining to organ donation.3 

The paper comprises of five sections. The first section pro- 
ides an overview of the notion of PMDD. The second section 

ives a brief outline of the concept of informed consent and 

xplains its significance in the context of PMDD. The third 

ection considers arguments in favour of ante-mortem opt- 
n consent being required for the medical data of deceased 

ersons to be lawfully retained and utilised as part of PMDD 

nitiatives. The fourth section then sets out arguments which 

old that ante-mortem opt-in consent should not form part 
f any prospective PMDD regulatory framework. Section five 
hen tentatively argues that in light of the arguments consid- 
red previously, the law should not require ante-mortem opt- 
n consent for medical data of deceased persons to be law- 
ully incorporated into PMDD initiatives, but that the individ- 
als should enjoy a limited right to object to their data being 
sed for such purposes. This, it is suggested, would represent 
 compromise that would hopefully be acceptable to those on 

ither side of the consent debate. The paper then concludes 
ith a summary of its findings and some suggestions for fu- 

ure research. 

. Posthumous medical data donation (PMDD) 

he concept of posthumous medical data donation (PMDD) 
rima facie shares many similarities with organ donation, a 
ractice that entails the donation of an individual’s organs 
ost-mortem, usually for the purposes of medical research or 
reatment. This practice is rooted in a philanthropic rationale 
hat recognises the importance of promoting the welfare of 
thers and is widely recognised as being crucial to the de- 
elopment of new medical treatments and therapies.4 For in- 
tance, as highlighted elsewhere, the collation and aggrega- 
ion of medical datasets is extremely beneficial in terms of de- 
eloping of personalised medicine, and to the development of 
ntirely new ways of understanding some of the most acute 
edical conditions currently facing humanity (e.g., cancer).5 
3 Many of the arguments considered and made in this pa- 
er were inspired particularly by the works of Margaret Brazier, 

onathan Herring, and John Harris. These are referred to and cited 

hroughout. 
4 See: D Shaw, J Gross and T Erren, ‘Data donation after death: 
 proposal to prevent the waste of medical research data’ [2016] 
7(1) EMBO Rep 14-17; E Vayena and J Tasioulas, ‘’We the Scien- 
ists’: a Human Right to Citizen Science’ [2015] 28 Philosophy & 

echnology 479-485; J Krutzinna, M Taddeo and L Floridi, ‘Enabling 
osthumous Medical Data Donation: A Plea for the Ethical Utilisa- 
ion of Personal Health Data’ in J Krutzinna and L Floridi (eds) The 
thics of Medical Data Donation. Philosophical Studies Series. Vol 
37 (Springer: Cham 2019); B Prainsack, ‘The Powers of Participa- 
ory Medicine’ [2014] 12(4) PLoS Biology; V Huser and J Ciminho, 
Don’t take your EHR to heaven, donate it to science: legal and re- 
earch policies for EHR post mortem’ [2014] 21(1) 8-12. 
5 B Prainsack Ibid . See also: R Li et al, ‘Electronic health records 
nd polygenic risk scores for predicting disease risk’ [2020] 21 Na- 
ure Reviews Genetics 493-502; N Artzi et al, ‘Prediction of ges- 
ational diabetes based on nationwide electronic health records’ 
2020] 26 Nature Medicine 71-76; G Taskler et al, ‘Opportunities, 
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owever, whilst most nations have bespoke legal regimes per- 
aining to organ donation, and legal scholarship in this field 

as expanded considerably over the last few decades, there 
ppears to be no jurisdiction anywhere in the world that op- 
rates a bespoke regulatory framework for PMDD, and legal 
cholarship in this area remains sparse. This is problematic.
s noted elsewhere, the absence of legal and regulatory rules 
ertaining to data governance can often leave individuals and 

rganisations unsure of what rights they have in respect of 
ata in their possession and when, how, and in what circum- 
tances they can or cannot use those data.6 In the context of 
MDD this lack of certainty can result in a failure to fully ex-
loit data stored in public health records (e.g., such as those 
eld by the NHS, in the UK), leading to huge opportunity costs 
nd the impediment of medical research.7 

Previous literature in the field has highlighted how in some 
urisdictions limited policy options regarding the posthumous 
onation of medical data occasionally exist.8 So far, however,
o region or jurisdiction has established a comprehensive reg- 
latory framework through which individuals can proactively 
onate their medical data for research or therapeutic pur- 
oses in a way comparable to organ donation.9 In the UK, the 
ost significant legal rules pertaining to the usage of individu- 

ls’ personal data 10 are primarily set out in the Data Protection 

ct 2018 (DPA) and the UK General Data Protection Regulation 

UK GDPR). Neither the DPA nor the UK GDPR govern the pro- 
essing (i.e. more or less any imaginable use) of the personal 
ata of deceased persons.11 Recital 27 of the UK GDPR explic- 

tly excludes the personal data of the deceased from its scope,
nd s.3(2) DPA makes it clear that its terms apply to the data
f “living individuals” only. The upshot of this is that data pro- 
ection rules and rights pertaining to an individual’s personal 
ata in life cease to apply upon the individual’s death. No- 
ably, the processing of the personal data of deceased persons 
oes not need to comply with the data protection principles,
esearch based on biobanks linked to electronic health records: 
xisting resources, statistical challenges, and potential opportu- 
ities’ [2020] 39(6) Statistics in Medicine 773-800; A Callahan, NH 

hah and JH Chen, ‘Research and Reporting Considerations for Ob- 
ervational Studies Using Electronic Health Record Data’ [2020] 172 
nnals of Internal Medicine 79-84. 
6 This will often particularly be the case with datasets held by 
ublic authorities, including those responsible for maintaining 
ublic health records. On this issue, see: M Khayyat and F Ban- 
ister, ‘Open Data Licensing: More than meets the eye’ [2015] 20(4) 

nformation Polity 231-252; N Korn and C Oppenheim, ‘Licensing 
pen Data: A Practical Guide’ [2011] JISC. 
7 J Krutzinna, M Taddeo and L Floridi (n 4). See also: E Harbinja 
nd H Pearce (n 1). 
8 Ibid. 
9 Ibid. 

10 The term “personal data” is defined expansively by Art.4(1) UK 

DPR as “…any information relating to an identified or identifiable 
atural person (‘data subject’)”. 

11 The term “processing” is also defined expansively by Art.4(2) 
K GDPR as “…any operation or set of operations which is per- 

ormed on personal data or sets of personal data, whether or not 
y automated means…”. 



computer law & security review 45 (2022) 105663 3 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

19 It should be noted, however, that despite this being the pre- 
vailing view, some scholars have challenged this assertion. See, 
for example: L White, ‘Understanding the Relationship Between 

Autonomy and Informed Consent’ [2013] 47 The Journal of Value 
Inquiry 483-491. 
20 G Dworkin, ‘The theory and practice of autonomy’ (Cambridge: 
nor does it require a legitimising basis.12 Significantly, as is re-
turned to below, the consent of the individual is not required
for the processing of their personal data post-mortem.13 

Thus far, we have established two things. First, that PMDD
is an important and valuable philanthropic endeavour. Sec-
ond, that the UK’s existing legal framework neither recognises
nor facilitates this practice. This raises the question: if exist-
ing legislation and regulatory mechanisms do not adequately
support this practice, are new bespoke legal rules required for
the achievement of this goal? This is another notion discussed
in recent literature, where it has been suggested that for PMDD
to achieve its maximum potential fresh legal and/or regulatory
interventions will likely be required.14 However, the success-
ful construction of a bespoke PMDD regulatory regime would
require engagement with several challenging questions. One
of the most significant of these questions relates to the role of
the individual, and the extent to which their consent, autho-
risation, or preferences more generally, should play a part in
any PMDD regulatory framework.15 

3. Consent 

The doctrine of informed consent, with its roots in medi-
cal law and ethics, was originally explained in legal case-
books as originating from the need for patients to be able
to “take courage” as they confronted the predicament of pre-
anaesthetic medicine.16 Over the course of the last few cen-
turies a much broader interpretation of the concept has de-
veloped. It is now commonly understood that the act of giv-
ing consent can be described as the agreement of an indi-
vidual, or group of individuals, to grant permission for some-
thing to happen, or something to be done, to their person or
their property. In most contexts, therefore, the primary func-
tion of consent is to neutralise or legitimise actions that, in
the absence of an individual’s wishes, would normally be con-
sidered wrong.17 The fundamental principle underlying the
doctrine is a right of self-determination: the principle of au-
tonomy of the person.18 Autonomy, therefore, and the forti-
fication thereof, is widely accepted as being the cornerstone
12 See: Arts 5-11 GDPR. 
13 As per Art.6(a) GDPR, if an individual (i.e., data subject) gives 

consent to the processing of their personal data for one or more 
specific purposes, this is one way through which the processing 
of that individual’s personal data can be rendered lawful. For an 

overview of all the different legal bases for personal data process- 
ing set out in Art.6 GDPR, see: S Stalla-Bourdillon, H Pearce, and 

N Tsakalakis, ‘The GDPR, a Game Changer for Electronic Identi- 
fication Schemes? The Case Study of Gov.UK Verify’ [2018] 34(4) 
Computer Law & Security Review 784-805. 
14 E Harbina and H Pearce (n 1). 
15 Ibid. 
16 M Kirby, ‘Informed Consent: What Does It Mean?’ [1983] 9(2) 

Journal of Medical Ethics 69. 
17 G Fletcher, Autonomy, Consent and the Law, (Routledge 1996) 

109. 
18 Ibid . See also: A Goldsworth, ‘Informed Consent in the Ge- 

netic Age’ [1999] Cambridge Quarterly of Healthcare Ethics 393; A 

Maclean, ‘Now You See It, Now You Don’t: Consent and the Legal 
Protection of Autonomy’ [2000] 17(3) Journal of Applied Philosophy 
277. 
of consent’s rationale.19 Autonomy, however, is an expansive
term. As noted by Dworkin: 

“It is equated with dignity, integrity, individuality, indepen-
dence, responsibility, and self-knowledge. It is identified
with qualities of self-assertion, with critical reflection, with
freedom from obligation, with the absence of external cau-
sation, with knowledge of one’s own interests.”20 

In a similar vein, Raz suggests: 

“The ideal of personal autonomy…holds the free choice of
goals and relations as an essential ingredient of individual
well-being. The ruling idea behind the ideal of personal au-
tonomy is that people should make their own lives.”21 

In recent decades, consent, as a vehicle through which
individual autonomy can be protected, has assumed an in-
creased role in numerous areas of law.22 Notable examples in-
clude the incorporation of consent in data protection law, and
laws relating to organ donation. Within data protection law,
for instance, consent has assumed a role as a major means
through which the processing of personal data can be made
lawful.23 In a similar vein, organ donation legislation often
prohibits the extraction of bodily material without the con-
sent, or at least the authorisation, of a relevant individual.24

In both contexts consent acts as a mechanism through which
individuals can exercise autonomy and control in relation to
commodities which are intrinsically linked to their identities
and personhood: their personal data and their organs. Partic-
ularly, it allows individuals to authorise uses of their personal
data and their organs that in the absence of their consent
would be unlawful or otherwise illegitimate. 

As has been argued elsewhere, notably by Harbinja, there
are convincing reasons for why individuals should, as a gen-
Cambridge University Press 1988) 6. 
21 J Raz, The Morality of Freedom (Oxford: Clarendon 1986) 369. 

For a detailed discussion on the finer conceptual aspects of auton- 
omy, see: J Satre, Existentialism is a Humanism (New York: Philo- 
sophical Library 1946); M Friedman, Autonomy, Gender, Politics 
(Oxford: Oxford University Press 2003); A Ingram, A Political Theory 
of Rights (Oxford: Oxford University Press 1994); AC Grayling, The 
Heart of Things: Applying Philosophy to the 21 st Century (London: 
Weidenfeld & Nicolson 2005). 
22 For an overview for the different areas of law into which the 

doctrine of informed consent has been incorporated, see: S Hans- 
son, ‘Informed Consent out of Context’ [2006] 63(2) Journal of Busi- 
ness Ethics. 
23 On the role of consent within data protection law, see: E Kosta, 

Consent in European Data Protection Law (Boston: Martinus Ni- 
jhoff Publishers 2013). 
24 For instance, in the UK Section 1 of the Human Tissue Act 2004 

specifies that it is lawful to remove, store, or use “human mate- 
rial” from deceased and living persons provided that “necessary 
consent” has been obtained from the relevant individual(s). In the 
USA Section 4(1) of the Uniform Anatomical Gift Act 2006 allows 
people to authorise the donation of their organs by way of making 
an “anatomical gift”. 
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28 See: J Wilkinson, ‘Individual and Family Decisions about Organ 

Donation’ [2007] 24(1) Journal of Applied Philosophy. 
29 See, for example: JC Buitelaar, ‘Post-mortem privacy and in- 

formational self-determination’ [2017] 19 Ethics and Information 

Technology 129-142. 
30 L Edwards and E Harbinja, ‘Protecting post-mortem privacy: Re- 

considering the privacy interests of the deceased in a digital world’ 
[2013] 32(1) Cardozo Arts & Entertainment Law Journal 135. 
ral matter, be provided with legal mechanisms through 

hich they can exercise control over their personal data post- 
ortem (e.g., by requiring consent of deceased persons for 

ny future uses of their personal data to be lawful).25 This 
s a notion now widely referred to as “post-mortem privacy”,
nd is discussed in greater detail below.26 With this being the 
ase, it might be assumed that the arguments for individu- 
ls being able to control their personal data post-mortem in 

 general sense should logically extend to medical data that 
ay be relevant to PMDD initiatives. However, this issue is 

ot as straightforward as it might initially appear. In the con- 
ext of PMDD, where the medical data of deceased persons 

ay have a high latent value, significant conflicts of interest 
ill likely arise in relation to future uses of such data. This is 
ainly due to the way in which potential uses of such data 
ay significantly contribute to the development of new med- 

cal treatments and therapies for serious medical conditions.
ith this being the case, we must question how, whether, and 

o what extent consent should play a role in any PMDD regu- 
atory framework. Given how in November 2020 the European 

ommission unveiled a proposal for a Data Governance Act 
hich, amongst other things, proposes the construction of an 

uthorisation framework for secondary uses of certain types 
f data, including non-personal data (i.e., data relating to de- 
eased persons), this is now a particularly salient question.27 

he subsequent sections consider arguments for and against 
he incorporation of the doctrine of consent in prospective 
MDD regulatory frameworks. 

. Pro-consent arguments 

his section sets out a range of arguments as to why con- 
ent should be required by law for medical data of deceased 

ersons to be incorporated into PMDD initiatives. These argu- 
ents are generally rights-based and built around the notions 

hat living persons have legitimate claims to determine what 
appens to their medical data after their death, and that the 
ereaved family and friends of the deceased have legitimate 
laims to be protected from emotional distress and psychiatric 
arm arising from the deceased’s death. 

.1. Autonomy, post-mortem privacy, and informational 
elf-determination 

he first of the pro-consent arguments considered here relates 
o autonomy, and the growing importance of individuals be- 
ng able to control how their personal data are collected and 

sed by others post-mortem. A useful starting point for con- 
idering this argument is to note that overriding a deceased 

erson’s ante-mortem wishes regarding their personal data as 
25 E Harbinja, ‘Post-mortem privacy 2.0: theory, law and technol- 
gy’ [2017] 31(1) International Review of Law, Computers & Tech- 
ology 26-42. 

26 Ibid. 
27 See: European Commission, Proposal for a Regulation on 

uropean data governance (Data Governance Act), COM(2020) 
67. Available at: https://eur-lex.europa.eu/legal-content/EN/TXT/ 
uri=CELEX%3A52020PC0767 . 

M
v

t
l
G
f
p
4

f they were of no account is arguably to deeply disrespectful 
o that person. This is not to say that a person will be dis-
espected when any of their wishes are ignored, but that to 
gnore wishes regarding fundamental aspects of their iden- 
ity and personhood (e.g., such as wishes relating to their per- 
onal data) would be to disrespect them. As noted elsewhere,
hen put this way, the idea of disrespect appears to closely 

elate to certain conceptions of autonomy.28 Autonomy, as set 
ut above, is literally “self-rule”, and while personal data, in- 
luding medical data, are not in themselves “the self”, they 
re at least very closely related, and self-rule implies control.
gainst this background, it is increasingly argued that, as the 
apabilities and pervasiveness of digital and analytical tech- 
ologies continue to rapidly develop, the careful stewardship 

f personal data, which can, in some sense, be said to be a
ich reflection of an individual’s personhood and identity, is 
ecoming ever more important.29 As a consequence, perhaps 
o prevent the revealing of information that would cast them 

n a negative light, individuals now have a greater interest in 

eing able to control their personal data post-mortem than at 
ny point in history. As noted by Edwards and Harbinja: 

“More than ever before, “ordinary people” leave digital 
relics which may be highly personal and intimate, and are 
increasingly preserved and accessible in a large volume af- 
ter death.”30 

Here, Edwards and Harbinja refer specifically to personal 
ata that are stored and accessible online, for example 
hrough social media platforms. However, their statement is 
lso applicable to a person’s medical data. For instance, the 
uantity, capability, and durability of digitally stored personal 
ata, such as medical data stored as part of an electronic 
ealth record (EHR), arguably challenges the traditional view 

hat privacy, data protection, and other rights pertaining to in- 
ormational self-determination end at death.31 

In a general sense, justifications for extending such rights 
eyond death can be derived from scholarship in several dif- 
erent fields, particularly those concerned with legal notions 
f property and personality. Some scholars, for instance, have 
ighlighted the difficulty in identifying precisely when death 

egally occurs and have questioned whether legal personality 
ither does, or should, terminate upon death.32 Others have 
ighlighted how aspects of other areas of law, such as intel- 
31 A Lopez, ‘Posthumous Privacy, Decedent Intent, and Post- 
ortem Access to Digital Assets’ [2016] 24 George Mason Law Re- 

iew. 
32 See: N Naffine, ‘When Does the Legal Person Die? Jeremy Ben- 
ham and the ‘Auto-Icon’ [2000] 25 Australian Journal of Legal Phi- 
osophy 79-95; R Tur, ‘The ‘Person’ in Law’ in A Peacocke and G 

illett (eds) Persons and Personality: A Contemporary Enquiry (Ox- 
ord: Basil Blackwell 1987) 116-129; D Erdos, ‘Dead ringers? Legal 
ersons and the deceased in European data protection law’ [2021] 
0 Computer Law & Security Review 105495. 

https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%3A52020PC0767


computer law & security review 45 (2022) 105663 5 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

36 A Ellis, ‘What is special about religion?’ [2006] Law & Philosophy 
219-41. 
lectual property law, also protect the integrity of individual
personhood beyond death. Harbinja, for instance, highlights
how in some jurisdictions moral rights, as a personal aspect
of copyright, extend on the death of a creator of an artistic
work either perpetually (e.g., in France) or for a lesser period
with an option of waiving these rights (e.g., in the US and
the USA).33 This, she contends, demonstrates how aspects of
personality, such as dignity, integrity and autonomy, survive
death. As privacy and data protection rights are intended to
protect these values, there is no good reason, she argues, why
other legal rights designed to protect them (e.g., moral rights)
should extend beyond death and privacy and data protection
rights should not.34 

Alternatively, various observers have argued that a person’s
property represents a manifestation of their personality and
free will.35 Others have further argued how freedom of tes-
tation (i.e., the ability of deceased persons to determine what
happens to the property and assets post-mortem) can be char-
acterised as a manifestation of autonomy. Thus, if property is
an extension of an individual’s personality and the same can
be said of freedom of testation, which is guaranteed to some
extent by the laws of most developed countries, a necessary
implication of a person’s property transcending death is that
their personality must also transcend death. Ergo, legal rules
designed to protect core aspects of an individual’s personal-
ity (e.g., dignity, integrity, and autonomy), such as those relat-
ing to privacy and data protection, should also extend beyond
death. 

To summarise, the crux of the arguments considered in this
section is that people should be free to create and shape their
lives, and that the law should facilitate and protect their abil-
ity to do so. They are arguments that hold that the ability of
individuals to create and shape their lives can and should ex-
tend to both how they die, and what happens to them and as-
pects of their personhood and identity (such as their personal
data) after death. Failing to respect these wishes would not
only be disrespectful to the individual in question but would
infringe their autonomy. Were the law to require individuals’
opt-in consent for medical data to be retained and utilised as
part of any PMDD initiative, this would be one way through
which the protection of the autonomy and post-mortem pri-
vacy of the deceased could be achieved. 

4.2. Conscientious beliefs 

Another pro-consent argument links to freedom of con-
science. A useful starting point for its consideration is the
right to freedom of thought, conscience, and religion, which
is expressly protected through Article 9 of the European Con-
vention on Human Rights (ECHR). This right establishes that
33 E Harbinja (n 28). 
34 Ibid ., See also: E Harbinja, ‘Does the EU Data Protection Regime 

Protect Post-Mortem Privacy and What Could Be The Potential Al- 
ternatives?’ [2013] 10(1) SCRIPTed. 
35 See, for example: GWF Hegel, Elements of the Philosophy of 

Right (Oxford: Oxford University Press 1967); J Penner, The Idea of 
Property in Law (Oxford: Oxford University Press 1997); GS Alexan- 
der and EM Peñalver, An Introduction to Property Theory (Cam- 
bridge: Cambridge University Press 2012); MJ Radin, ‘Property and 

Personhood’ [1982] 34 Stanford Law Review 957-1015. 
not only does every person have a right to choose and change
their beliefs, but that they have a right to both publicly and
privately manifest their beliefs in worship, teaching, practice,
and observance. In other words, it guarantees the right of the
individual to have and to exercise conscientious beliefs. Ellis
succinctly summarises conscientious beliefs as: 

“…beliefs and practices, which are not merely important
to people, but important because, in light of their content,
they are regarded as somehow demanded of them. This
would extend to moral, political and, perhaps, some aes-
thetic beliefs as well as religious ones.36 ”

Of particular interest in the context of PMDD are consci-
entious beliefs pertaining to data protection and privacy. It is
plausible, for instance, that in addition to considerations re-
lating to privacy, autonomy and self-determination some indi-
viduals may object to their personal data being used for PMDD
purposes for other conscientious reasons. In this regard it is
important to note that religions such as Islam and Judaism
place great importance on data protection and privacy, and
particularly the ability of individuals to control information
about themselves. For instance, as noted by Hayat, according
to the standards of Sharia (i.e., religious laws that form part
of the Islamic tradition) private life, private information and
the affairs of the individual are left to the individual’s recog-
nizance as part of their “private domain”, and no one, not even
the state, has the authority to interfere with anything falling
within this domain in anything other than exceptional cir-
cumstances.37 In a similar vein, Bamberger and Mayse have
remarked on how Judaism not only views privacy as an impor-
tant individual value, but as a prerequisite for a functioning
society.38 They note how, according to Jewish doctrine, failing
to protect privacy can: 

“…rend the fabric of society––with severe implications for
its members.”39 

Golinkin goes further, and suggests that halakah (i.e., the
totality of laws and ordinances that have evolved since bibli-
cal times to regulate religious observances and the daily life
and conduct of Jewish people) forbids the usage of confiden-
tial information about a person without the express permis-
sion of the person in question.40 To this end it is conceivable
that some individuals may have religious, or other conscien-
tious, objections to their personal data being used as part of
PMDD initiatives so to prevent information that would pre-
37 M Hayat, ‘Privacy and Islam: From the Quran to data protection 

in Pakistan’ [2007] 16(2) ICTL 137-148. See also: M Lurbis and M 

Kartiwi, ‘Privacy and trust in the Islamic perspective: Implication 

of the digital age’ [2013] IEEE. 
38 K Bamberger and A Mayse, ‘Pre-Modern Insights for Post- 

Modern Privacy: Jewish Law Lessons for the Big Data Age’ [2021] 
Journal of Law and Religion (forthcoming). See also: A Cohen, ‘Pri- 
vacy: A Jewish Perspective’ [1981] 1(1) The Journal of Halacha 53- 
102. 
39 Ibid. 
40 D Golinkin, ‘A Responsum Regarding the Right to Privacy’ [1996] 

48(3) Conservative Judaism 10-13. 
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er to remain private becoming publicly known.41 Whilst such 

eliefs might be dismissed as trivial or self-indulgent by non- 
elievers, the frustration of such beliefs and preferences can 

e acutely painful for those who hold them.42 Pursuant to this,
cGuinness and Brazier note how conscientious beliefs have 
 normative force and compel individuals to act a certain way,
ffectively removing their choice to act any other way.43 In 

heir view, telling such people that their wishes are not deserv- 
ng of respect simply because they are not held by others is un- 
atisfactory and inappropriate. Forcing people to abandon or 
odify these beliefs, or frustrating their freedom to exercise 

hem, requires a level of sacrifice that is qualitatively different,
nd more emotionally demanding, than other common situ- 
tions in which competing interests must be weighed.44 They 
urther highlight how a person having knowledge that their 
onscientious beliefs and objections may not be respected 

ost-mortem can cause them torment and mental anguish 

hilst they are still alive.45 In other words, to many, knowl- 
dge of how they and their wishes will be treated after death 

ill affect their welfare in life. 
With this being the case, failure to respect a person’s 

ishes (or objections) regarding post-mortem uses of their 
edical data may have the potential to compromise their free- 

om of conscience. By the same token, it can also be argued 

hat simply respecting the wishes of deceased persons regard- 
ng their medical data should be considered a worthwhile en- 
eavour in itself regardless of any other ancillary justifications 
or doing so (e.g., to preserve individual autonomy). Accord- 
ngly, as an opt-in consent requirement would provide indi- 
iduals with a mechanism through which their conscientious 
eliefs could be protected, this is another possible justification 

or why opt-in consent should always be required as a general 
atter for medical data of deceased persons to be retained 

nd used for PMDD purposes. 

.3. Relational and genetic privacy 

elational privacy is a variant of informational privacy (i.e., the 
bility to determine how information relating to oneself is col- 
ected and used by others) which is applicable to situations in 

hich interests in the flow and control of information lie with 

 collective group, rather than with an individual.46 An exam- 
le of such a situation might be a family dinner at which many 
elatives are present. In this situation some family members 
41 For instance, individuals may worry that usage of their per- 
onal data for PMDD purposes may reveal diagnoses for medi- 
al conditions illness to which societies have historically attached 

tigmas (e.g. sexually transmitted diseases and mental illnesses). 
42 On this issue, see: A Sheikh and AR Gatrad, Caring for Muslim 

atients (Abingdon: Routledge 2001). 
43 S McGuinness and M Brazier, ‘Respecting the Living Means Re- 
pecting the Dead too’ [2008] 28(2) Oxford Journal of Legal Studies 
06. 

44 Ibid 307. 
45 Ibid . 
46 Y Ma, ‘Relational Privacy: Where the East and West could meet’ 
2019] 56(1) Proceedings of the Association for Information Science 
nd Technology 196-205; S Bannerman, ‘Relational privacy and the 
etworked governance of the self’ [2019] 22(14) Information, Com- 
unication & Society 2187-2202. 
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ay jointly realise that the disclosure of certain information 

o a particular relative will likely result in conflict, and so col- 
ectively they decide not to broach certain topics of conver- 
ation. No single family member can unilaterally realise the 
oal of ensuring the occasion remains harmonious. This can 

nly be achieved through all family members observing the 
elevant strictures on the flow of information. Concurrently,
f one individual divulges information that causes conflict it 
ill not merely be that individual who suffers the ill-effects,
ut the family collective.47 This phenomenon is also relevant 
o situations where a group of individuals may be affected by 
isclosure or uses of data relating to a deceased individual. A 

ummary of this paradigm is provided by Bikker, who notes: 

“Relational privacy has its foundations in two premises.
Individuals maintain their relational status with relatives 
even after those family members dies. Secondly, although 

the dead no longer have a privacy interest in personal in- 
formation about themselves, their surviving relatives who 
wish to cherish their remedies may well do.”48 

Though Bikker addresses relational privacy in the context 
f disaster victim identification,49 it is a notion that is also 
alient in the context of digitally stored personal data, and 

articularly medical data and PMDD.50 For instance, PMDD 

nalyses of a deceased person’s medical data may reveal infor- 
ation of which the person’s close relatives were previously 

naware. Were this information to become known it could po- 
entially have significant negative effects on both the relatives’ 
rieving process and their emotional well-being. For exam- 
le, post-mortem analyses of the deceased’s medical data may 
eveal that they were suffering from a sexually transmitted 

isease. This information might then reveal further informa- 
ion relating to the deceased’s ante-mortem behaviours that 

ay cause distress to their relatives, such as the occurrence 
f an extra-marital affair. Alternatively, post-mortem analy- 
es of the deceased’s medical data may reveal genetic infor- 
ation pertaining to the health of people who are still alive.

o this end, in the PMDD context relational privacy interests 
ay overlap with interests linked to genetic privacy: the no- 

ion that individuals should be able to restrict uses of data per- 
aining to their gene sequence so to prevent the manifestation 

f privacy harms relating either to themselves or to others.51 

or instance, PMDD uses of medical data might reveal that a 
47 RH Sloan and R Warner, ‘Relational Privacy: Surveillance, Com- 
on Knowledge, and Coordination’ [2017] 11(1) University of St. 

homas Journal of Law and Public Policy 1. 
48 J Bikker, ‘Disaster victim identification in the information age: 
he use of personal data, post-mortem privacy and the right of the 
ictim’s relatives’ [2013] 10(1) SCRIPTed 60. See also: E Kasket, ‘Ac- 
ess to the Digital Self in Life and Death: Privacy in the Context of 
osthumously Persistent Facebook Profiles’ [2013) SCRIPTed; J Berg, 
Grave secrets: Legal and ethical analysis of postmortem confiden- 
iality’ [2001] Connecticut Law Review 81-122. 
49 On this issue, see also: C Emery, ‘Relational Privacy – A Right to 
rieve in the Information Age: Halting the Digital Dissemination 

f Death-Scene Images’ [2011] 42 Rutgers Law Journal 765. 
50 See: U Revilgio and R Alunge, ‘“I Am Datafied Because We are 
atafied”: an Ubuntu Perspective on (Relational) Privacy’ [2020] 33 
hilosophy & Technology 595-612; RH Sloan and R Warner (n 59). 

51 L Gostin, ‘Genetic Privacy’ [1995] 23(4) Journal of Law, Medicine 
 Ethics 320-330; E Clayton et al, ‘The law of genetic privacy: ap- 
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deceased person either had an undiagnosed serious inherita-
ble disease, or that they were not the biological parent/child of
another person.52 Either scenario could cause significant dis-
tress to surviving relatives of the deceased person. With this
being the case, it is arguable that the law should provide mech-
anisms through which affected persons could be protected
from harms of this sort. One way through which this might be
achieved would be for the law to require opt-in consent prior
to the medical data of deceased persons being retained and
utilised as part of PMDD initiatives. 

4.4. Trust 

The final argument considered here relates to trust. Put sim-
ply, suggestions that consent should not be required for med-
ical data to be posthumously donated as part of PMDD initia-
tives, such as those considered below, are necessarily predi-
cated on the notion that there would be sufficient trust in the
personnel and institutions responsible for retrieving, storing
and processing any data involved. At a minimum this would
necessarily require us to have confidence not only in medical
practitioners explaining fully and openly why and for what
purposes our medical data were to be collected post-mortem,
but confidence in the institutions operating PMDD schemes to
store the data securely and for specific limited purposes (i.e.,
for the sake of medical education and/or research). Observers
have suggested, however, that the only way of developing lev-
els of trust required for PMDD schemes to be viable would
be through the construction of democratically controlled non-
profit personal data cooperatives which do not presently ex-
ist.53 

4.5. Discussion 

This section of the paper set out several potential arguments
as to why opt-in consent should be required for the incorpo-
ration of medical data of deceased persons into PMDD initia-
tives to be lawful. These arguments neither attempt to under-
mine the value of PMDD initiatives, nor contest how the col-
lection and analysis of medical data of deceased persons has
the potential to make significant contributions to the devel-
opment of medical research. Instead, they assert that for nu-
merous reasons individuals have strong claims to be able to
control post-mortem uses of their medical data. They are ar-
plications, implications, and limitations’ [2019] 6(1) Journal of Law 

and the Biosciences 1-36. 
52 J Bikker (n 60). On this issue, see also: JR Goldim and S Gibbon, 

‘Between personal and relational privacy: understanding the work 
of informed consent in cancer genetics in Brazil’ [2015] 6 Journal 
of Community Genetics 287-293. 
53 See: E Hafen, ‘Personal Data Cooperatives – A New Data Gov- 

ernance Framework for Data Donations and Precision Health’ in 

J Krutzinna and L Floridi (eds) The Ethics of Medical Data Dona- 
tion. Philosophical Studies Series. Vol 137 (Springer: Cham 2019). 
See also: A Fong, ‘The role of app intermediaries in protecting data 
privacy’ [2017] 25(2) International Journal of Law and Information 

Technology 85-114; H Richter and P Slowinski, ‘The Data Sharing 
Economy: On the Emergence of New Intermediaries’ [2019] 50 In- 
ternational Review of Intellectual Property and Competition Law 

4-29. 

 

 

guments that recognise and acknowledge that we live in com-
munities where fundamental values of individuals can dras-
tically differ, and that those with contrasting views and in-
terests should respect the views and interests of others. In
other words, these arguments hold that it would be no more
acceptable for individuals with strong commitments to med-
ical science and communal interests (e.g., those who believe
that consent should not be required for the posthumous do-
nation of medical data) to impose their views on others than
it would be for individuals with a strong commitment to en-
suring post-mortem control of medical data to do the same.
The next section of the paper highlights how as compelling as
these arguments may prima facie seem, it is unlikely that they
will be universally accepted, and that others will have strong
opposing views. 

5. Anti-consent arguments 

This section of the paper considers several arguments that
may be invoked in opposition to suggestions that consent
should play a prominent role in any PMDD regulatory frame-
work. Two major strands of argument are considered. The first
strand is referred to as “data communitarian arguments”. The
second strand is referred to as “broader ethical arguments.”

5.1. Data communitarian arguments 

The first category of anti-consent argument considered here
is referred to as “data communitarian arguments”.54 This
term has been chosen as the arguments presented here
mesh closely with communitarianism, a social philosophy
that maintains human entities are largely shaped by their par-
ticipation in constitutive communities, and that as individuals
we are obliged to prioritise providing support to the communi-
ties that give meaning to our lives over purely individualistic
goals and objectives.55 To this end, the arguments presented
here challenge the extent to which it is appropriate for us to
describe our personal data, and particularly our medical data,
as “ours”, and the extent to which the law should indulge such
notions in the context of PMDD.56 

One way of introducing this category of arguments is to
start with a question: are your personal data yours? Though
data protection law in Europe and the UK does not formally
grant individuals proprietary interests in their personal data,
debate persists as to whether individuals enjoy such interests
54 The arguments made here are largely inspired by those made 
in relation to organ donation by Herring and Chau. See, particu- 
larly: J Herring and PL Chau, ‘My Body, Your Body, Our Bodies’ [2007] 
15(1) Medical Law Review 34-61. 
55 See: H Tam, Communitarianism (London: Palgrave 1998). See 

also: D Bell, Communitarianism and Its Critics (Clarendon 1993); 
A Etzioni, Communitarianism. in K Christensen and D Levinson 

(eds), Encyclopedia of Community: From the Village to the Virtual 
World (Sage 2003) 224-228; R Burke, ‘The Case for a Radical Moral 
Communitarianism’ [2014] 12(3) British Journal of Community Jus- 
tice 5-18. 
56 To some extent the arguments made here may to some extent 

also apply to the personal data of living persons. A detailed exam- 
ination of this issue is, however, beyond the scope of this paper. 
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n everything but name, and/or whether such an arrangement 
ould be desirable.57 However, irrespective of these debates,

here appears to be a widely held belief that our personal data 
re, to some extent at least “ours” in the sense that they corre- 
pond to, and reveal, intrinsic aspects of our identities. A com- 
on response to this question, therefore, might be “Of course 
y personal data are mine; who else’s could they be?”
Responses of this sort may be inspired by data protec- 

ion law’s nomenclature. Both the GDPR and UK GDPR make 
t clear, for instance, that their main purpose is to establish 

ules, conditions, and rights in relation to the processing of 
ata that are “personal”, with personal data being defined as 
ny information relating to an identified or identifiable “in- 
ividual”.58 The use of this terminology is significant. Though 

either the GDPR nor UK GDPR formally confer proprietary in- 
erests in personal data,59 the notion that information relating 
o an individual is “personal” to that individual is suggestive 
f that individual having a default entitlement to control that 

nformation which prima facie supersedes competing inter- 
sts. In other words, although this wording does not engender 
ndividual ownership of personal data, it nonetheless allows 
nd encourages the individual to lay claim to that information 

nd say “that’s mine”, and potentially exclude others from the 
se of that information. This is a position that is reflected in 

he substantive provisions of the GDPR and UK GDPR, the ju- 
isprudence of the CJEU,60 and in EU policy rhetoric.61 How- 
ver, the idea that certain types of data are purely “personal”,
nd that we as individuals should be de facto entitled to exert 
overeignty over information that relates to us because it is 
omehow “ours”, is arguably increasingly dubious. 

There are at least two claims that can be used to challenge 
uggestions that personal data (i.e., data that relate to an iden- 
ified or identifiable individual), including medical data, are 
ours”, and that because they are nominally “personal” we 
hould enjoy default sovereignty over them. The first is that 
ur personal data are inevitably interconnected with the per- 
onal data of others and attempts to derive meaning from our 
ersonal data will often necessarily depend on the personal 
ata of others if they are to be successful. The second is that 
ur personal data are constantly interacting with, and are con- 
tantly shaped by, the world around us. A person’s personal 
ata is not a static commodity and is always in a constant 
tate of flux, change, and evolution. Both claims can be used 
57 See: H Pearce, ‘Personality, property and other provocations: ex- 
loring the conceptual muddle of data protection rights under EU 

aw’ [2018] 4(2) European Data Protection Law Review 784-805. 
58 Article 4(1) GDPR and Article 4(1) UK GDPR. 
59 On this issue, see: H Pearce (n 70). 
60 For instance, in Rynes the CJEU held that using CCTV equip- 

ent attached to a building to record footage of individuals who 
ade use of an adjoining public footpath would not be lawful un- 

ess the operators of the equipment satisfied one of the lawful 
ases for personal data processing set out in Article 6 of the Data 
rotection Directive. Rynes (Case C-212/13) ECLI:EU:C:2014:2428. 

61 For instance, in a 2011 speech, the Vice-President of the Euro- 
ean Commission, Neelie Kroes, spoke at length about how en- 
ancing individual control over personal data was vital for rein- 

orcing trust and confidence in online services. See: N Kroes, On- 
ine privacy – reinforcing trust and confidence [2011] Online Track- 
ng Protection & Browsers Workshop SPEECH/11/461. 
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o support the argument that the idea of nominally “personal”
ata, which exclusively represent a single person’s identity,

s false, and thus form the basis for the argument that the 
aw should not indulge the idea that an individual should be 
resumed to enjoy a default entitlement to control uses of 
uch data that supersedes competing interests in those data 
e.g., by requiring an individual’s opt-in consent for their med- 
cal data to be posthumously collected and utilised as part of 
MDD initiatives). 

.1.1. Data interconnection 

ur personal data are inevitably and inextricably intercon- 
ected with the personal data of others in several notable 
ays. The first example of interconnection occurs at the time 
 person is born. Specifically, the personal data of a new-born 

hild is necessarily interconnected with the personal data of 
he mother, and potentially with the personal data of several 
ther people.62 This is demonstrated in numerous ways. The 
ost obvious of these is the way in which data are recorded 

n birth certificates. In the UK, for instance, the births of all 
ew-born children must be entered in the national birth reg- 

ster.63 Entry to the register requires the issuing of a birth cer- 
ificate, a document containing, amongst other things, the full 
ame of the person born, the date on which they were born,
nd the location where they were born. In addition to this in- 
ormation, which pertains exclusively to the new-born person 

n the sense that this information only reveals information 

bout the person themselves (i.e., that the new-born person 

as a name, and was born at a specific time in a specific lo-
ation), other information is also recorded. Notably, the full 
ame of the mother, the mother’s place of birth, the mother’s 
ccupation, the mother’s usual address, the father’s full name 

if known), and the father’s occupation.64 An effective way of 
ighlighting the significance of this is through an illustrative 
xample. Imagine Person A is born, and Persons B and C are 
erson A’s biological parents. A fully completed birth certifi- 
ate with all the above information would, therefore, reveal 
he following: 

• Person A is the child of Person B and Person C. 
• Person B and Person C are the parents of Person A. 
• The conception and birth of Person A was the result of sex- 

ual activities engaged in by Person B and Person C approx- 
imately nine months prior to Person A’s birth. 

So, whose personal data is this? Is the fact that Person A 

s the child of Persons B and C the personal data of Person A,
erson B or Person C? Is the fact that Persons B and C shared a
exual relationship resulting in the birth of Person A the per- 
onal data of Person A, Person B or Person C? The answer is
hat this information is the personal data of all three people.
t is the personal data of Person A, Person B and Person C, in
hat it relates to all three, and yet it is neither uniquely nor ex-
lusively “personal” to any of them. In a similar vein, the pro- 
essing of personal data relating to the health and well-being 
62 On the inter-relational nature of personal data generally, see: 
 Erdos (n 35). 

63 See: Births and Deaths Registration Act 1953. 
64 Ibid. 
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65 A Mantelero, ‘Personal data for decisional purposes in the age 
of analytics: From an individual to a collective dimension of data 
protection’ [2016] 32(2) Computer Law & Security Review 238-255. 
66 PredPol advertises itself as a predictive policing company that 

attempts to predict crimes based on the use of predictive analyt- 
ics. See: PredPol, ( PredPol – The Predictive Policing Company ) https: 
//predpol.com/ accessed 10 April 2021. 
67 A Mantelero (n 78). 
68 Ibid. 
69 Ibid. 
of a new-born child can directly shape and influence the per-
sonal data of others, notably the parents of the child. Consider
the following scenario: 

Person A gives birth to Person B. 

Person B is, shortly after birth, diagnosed with a serious
heart condition. This is recorded in a hospital record (i.e.,
Person B’s personal data is compiled and stored). 

Person A is then told about Person B’s diagnosis (i.e., the
personal data of Person B is communicated to Person A). 

Knowledge of Person B’s diagnosis (i.e., knowledge of the
personal data of Person B) causes Person A to experience
psychiatric harm, necessitating medical treatment. 

Details of Person A’s condition and treatment are then
recorded in a hospital record (i.e., Person A’s personal data
is compiled and stored). 

In this scenario, the condition of the personal data of Per-
son A is directly influenced and shaped by the personal data
of Person B and the processing thereof. The fact that Person
A required treatment for psychiatric harm (i.e., information
that would constitute the personal data of Person A) has been
caused by Person A becoming aware of the personal data of
Person B (i.e., the fact that Person B has a serious heart con-
dition). The personal data recorded in relation to Person A is,
therefore, necessarily interconnected with, and shaped by, the
personal data of Person B. This phenomenon will extend well
beyond the time shortly after a child is born. The continued in-
teractions between parent and child will inevitably affect the
personal data of both parties. For instance, the decision of a
parent regarding where to send the child to school will shape
and influence location data relating to the child. Conversely, if
the child requires specific care needs, the parent may need to
pursue new employment opportunities to pay for such care,
necessitating a shaping and altering of data pertaining to the
parent’s employment and financial statuses. 

The relationship between parent and child is a prime ex-
ample of how the personal data of one person can influence
and shape the personal data of another. However, it is not just
in interactions between parent and child we can observe this
phenomenon. Many of the experiences we value most greatly
in life involve the sharing and interconnection of personal
data. It is no exaggeration to say that some of the most mean-
ingful events in our lives necessarily entail the interconnec-
tion of our personal data with the personal data of others. For
example, marriage, the joint purchase of a house, entering a
business partnership, and executing a will or trust, are all po-
tentially life-changing events through which the interactions
between two (or possibly more) people will shape and alter the
personal data of all those involved. 

It is not, however, just a case of individuals being affected
by the processing of the personal data of those they interact
with, but of how the processing of an individual’s nominally
personal data as part of a larger group can affect the personal
data of people completely unrelated to the individual them-
selves. There are a number of situations in which this is in-
creasingly becoming the case, particularly in the context of
big data analytics. As noted by Mantelero: 
“…the use of big data analytics creates “a new truth
regime”, in which general strategies are adopted on a large
scale on the basis of representations of society generated
by algorithms, which predict future collective behaviour.
These strategies are then applied to specific individuals,
given the fact that they are part of one of more groups gen-
erated by analytics.”65 

Mantelero goes on to note how “PredPol”, a type of software
used by US police forces to anticipate and prevent criminal
offences, is a notable example of this phenomenon. PredPol,
and other similar software, operates by cross checking data
relating to types and locations of recent crimes and how they
were committed. These analyses allow for predictions to be
made regarding how and when future crimes will be com-
mitted.66 However, this can also induce a “self-fulfilling cycle
of bias”. If the software predicts that many crimes are likely
be committed in a particular area police forces will allocate
more resources to those areas. This will increase the number
of crimes detected in those areas, thereby reinforcing the orig-
inal prediction. Concurrently, a reduced police presence else-
where may reduce crime detection in other areas and generate
an adverse prediction. This may bring about the undesirable
consequence of geographical discrimination, which may not
directly affect any one individual, but may severely impact on
entire communities and everyone living in them in terms of
social stigma.67 

This approach to data processing is also used by health
insurance companies, which extract predictive information
about the risks associated with groups of clients based on
their television viewing, purchase habits, ethnicity, and loca-
tion.68 In such cases, predictions based on correlations iden-
tified following such analyses do not only affect individuals
who act differently from the rest of the group, but may affect
all persons within that group and set that group aside from
the rest of society. Neighbourhood general credit scores (i.e.,
the practice adopted by credit companies to provide specific
opportunities to people living in a specific location in a way
that bears no connection to their living conditions but is based
on aggregate analyses of group data) is a good example of this
phenomenon.69 

In these sorts of situations (i.e., where the processing of
one individual’s personal data may have effects on other in-
dividuals or groups of individuals completely unrelated to the
individual themself) the consent, and to some extent even the
preferences, of the individual effectively become extraneous.
Consider the following scenario: 

There are one hundred people living in a neighbourhood.
Twenty of these people consent to their personal data being
processed by a credit company for the purposes of credit

https://predpol.com/
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scoring. The credit company then processes the personal 
data of these twenty people for credit scoring purposes.
The remaining eighty people do not consent to any involve- 
ment in this exercise, and their personal data are not pro- 
cessed. The credit company then analyses the data pro- 
vided by a minority of the entire population (i.e., the twenty 
consenting individuals) to determine the range of what can 

be inferred for the majority (i.e., the entire one hundred 

person population, including the eighty non-consenting 
individuals). Based on the preceding analyses, the credit 
company predicts that all residents of the neighbour are 
likely to be a high credit risk, and the entire credit score of 
everyone living in the neighbourhood (including the eighty 
non-consenting individuals) is lowered. 

In this scenario the eighty non-consenting individuals 
ave been adversely affected by analyses of the personal 
ata of the twenty consenting individuals.70 The fact that the 
ighty non-consenting individuals have not given consent, or 
ave perhaps withheld consent, has made no difference to 
ow they are treated. Concurrently, the consent of the twenty 
onsenting individuals has effectively allowed for their inter- 
sts to ride roughshod over the interests of the eighty non- 
onsenting individuals. Barocas and Nissenbaum refer to this 
henomenon as “tyranny of the minority”: a choice forced 

pon the majority by a minority with whom they have no 
eaningful or recognised relations.71 In so doing, the sce- 

ario demonstrates how in situations where our personal data 
re interconnected with the personal data of others, and pro- 
essed in ways that can affect others, the value and of a one 
ndividual’s consent is significantly diminished. 

The above examples of the interconnectedness of our nom- 
nally personal data with the data of others shows us that to 
ome extent such data are “personal” in name only. Such data 
ill often either be inextricably linked to other persons, and 

t is only through a consideration of their relationship with 

hese other persons that the full meaning of those data can 

e derived. Concurrently, the processing of “our” data is capa- 
le of having significant (possibly negative) effects on others.
ith this being the case the notion that individuals should be 

resumed to enjoy a default entitlement to control such data 
n all contexts is questionable. Similarly, the notion that indi- 
idual consent should either be required for, or sufficient to 
egitimise, all uses of such data is similarly dubious. 
70 Research has highlighted, for instance, that multiple attributes 
ertaining to entire groups of people can be inferred when as few 

s 20% of the groups members reveal their attribute information. 
ee: A Mislove et al, ‘You are who you know: inferring user pro- 
les in online social networks’ [2010] WSDM ’10: Proceedings of 
he third ACM international conference on Web search and data 

ining 251-260. See also: A Vedder, ‘KDD: the Challenge to Indi- 
idualism’ [1999] 1(4) Ethics and Information Technology 275-281. 

71 On this issue, see: S Borocas and H Nissenbaum, Big Data’s End 

un around Anonymity and Consent. in J Lane et al (eds), Privacy, 
ig Data and the Public Good: Frameworks for Engagement (Cam- 
ridge University Press 2014) 63. See also: R Alunge, ‘”I am Datafied 

ecause We are Datafied”’: an Ubuntu Perspective on (Relational) 
rivacy [2020] 33 Philosophy & Technology 595-612. 

e
u
s
d
a
c
l  

w
i

a

N

.1.2. Data mutability 
ur personal data are constantly changing. Personal data, like 
ny other kind of information, are subject to change, misrepre- 
entation, distortion, or may simply be inaccurate.72 However,
espite widespread acknowledgement of personal data’s mal- 

eable nature, this nuance is arguably still insufficiently ap- 
reciated. Our personal data not only constantly contribute to 
he world us but are contributed to by it. By the time a person
ies, many, if not most, of their personal data will be drasti- 
ally different from the point at which they were born. Data 
ertaining to a person’s health, religious beliefs, political affil- 

ations, sexuality, employment, appearance, and contact de- 
ails can change considerably at different points of a person’s 
ife as they grow and/or interact with external environments. 

Some of these changes will be voluntary and fall within 

he scope of the individual’s control. For instance, a person 

ay voluntarily choose to move home (e.g., they may decide,
s a matter of personal preference, they would like to relocate 
rom an urban area to a rural area). This would inevitably ne- 
essitate a change in the person’s personal data (e.g., their lo- 
ation data, contact details etc.). However, many changes to a 
erson’s personal data that will occur over the course of their 

ife will not be controllable or even predictable. As a result,
e must recognise that individuals only have limited control 

ver the shape, condition, and state of their personal data. A 

erson’s body, for instance, may succumb to illness, obesity,
r pain, thereby necessitating an involuntary change to their 
edical data. A person may have to move home due to be- 

ng evicted by their landlord, or due to a natural disaster mak- 
ng their home uninhabitable, thereby necessitating an invol- 
ntary change to their location and contact details. A person 

ay adjust their appearance to conform to conditions of em- 
loyment set by their employer. A person’s religious and polit- 

cal views may be significantly influenced by ideas and mate- 
ials they are exposed to on online platforms, with said plat- 
orms themselves determining which material gets shown to 
sers algorithmically based on analyses of the personal data 
f other users.73 

What this mutability of nominally personal data once 
gain shows is that to some extent such data are “personal”
n name only. The condition and status of an individuals’ per- 
onal data will inevitably be heavily influenced by external 
i.e., non-personal) factors. In other words, a person’s personal 
ata will literally be the product of their interactions with their 
xternal environment, many of which will be entirely invol- 
ntary. With this being the case, suggestions that individuals 
hould have control or sovereignty over such data, or that in- 
ividual interests should supersede the interests others who 
re also part of the external environment which determine the 
ondition and status of those data, are questionable. This will 
ikely particularly be the case for communitarian ethicists,

ho deny that people can be defined by focusing on character- 
stics of lone individuals, and maintain that they can only be 
72 P Birkinshaw, Freedom of Information: The Law, the Practice, 
nd the Ideal (Cambridge: Cambridge University Press 2010). 

73 L Andrews, I Know Who You Are and I Saw What You Did: Social 
etworks and the Death of Privacy (London: Free Press 2013) 34. 
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defined by reference to their environing community.74 Some
communitarian scholars have argued, for instance, that if a
person’s ontology is derived from the existence of the commu-
nity, and the individual’s participation in the community, the
individual does not and cannot exist alone. Accordingly, the
individual owes their personhood, identity and existence to
their community, and thus it is morally incumbent on the in-
dividual to act in a way that prioritises supporting and giving
back to that community.75 Pursuant to this, if personal data
are a reflection of the individual’s personhood and identity,
and such data are themselves similarly shaped by interactions
within the community, the logical extension of the general
communitarian position would be that we should prioritise
uses of those data that are for the betterment of the commu-
nity. A necessary corollary of this position would be a diminu-
tion of the ability of individuals to restrict, authorise, or oth-
erwise control uses of such data (e.g., requiring consent of the
individual for PMDD uses of their medical data). 

5.1.3. Discussion 

According to the communitarian school of thought there are
at least two compelling reasons for why we should at the very
least think about the possibility of moving away from the tra-
ditional vision of personal data (i.e., that personal data are
data that concern only ourselves, and that individuals should
automatically be presumed to have a default sovereignty over
such data). It is instead arguable that we should recognise that
to a significant degree the state and condition of our personal
data depend heavily on external conditions, contextual pecu-
liarities of our lives, and interconnections with the personal
data of others, and that in some contexts the handling and
usage of data that are nominally “ours” can significantly af-
fect others. 

None of the arguments presented above deny that per-
sonal data comprise an essential part of our identities. Whilst
our personal data, including medical data, will inevitably be
shaped by external conditions, context, and interconnections,
they still provide a representation to others of the people we
are. They are data that can identify us, determine how we are
treated by others, and determine our role in society. In a real
sense, then, our personal data are not just ours, but a part of
us. The arguments presented above, however, whilst accepting
this general premise, stress the idea that a necessary and in-
evitable feature of our personal data is that they contribute to,
and draw from, the world around us as well as the personal
data of others. Whilst personal data represent us and are a
part of us, they are in no way exclusively our own, and we
should recognise that in some situations others may have a
legitimate interests in uses of data that are nominally “ours”.
With this being the case, the communitarian position holds
that the collection and retention of medical data as part of
PMDD initiatives should not be regarded as being in any way
unusual, and thus it should not require any unusual degree of
consent from any involved parties before the law permits it.
74 See, for example: A Menkiti, Person and community in African 

traditional thought. in R Wright (ed), African philosophy: An intro- 
duction (University Press of America 1984) 171. 
75 A Mbiti, African religions and philosophies (Anchor Books 1970) 

141. 

 

Instead, PMDD should be considered as part of a natural inter-
action between the personal data of a person and the personal
data of others in the person’s environment, which commences
at birth and continues beyond death. 

Accordingly, a communitarian approach to PMDD might
hold that the law should start by treating it as a reflection of
the natural, and inevitable, interactions that occur within a
community of individuals, and the interdependence and in-
terconnection of data that is “personal” only nominally. The
rationale for this position would be that as all of us have par-
ticipated in, and benefited from, such interactions during our
lives, there is arguably a presumption that this is something
we would wish to continue to be involved in after we die, and
thus the law should not indulge any notion that suggests per-
sonal data are simply one’s own. With this being the case,
communitarian observers might argue the influence of the in-
dividual and their consent in any PMDD regulatory framework
should be kept to a minimum, or perhaps not included at all. 

5.2. Broader ethical arguments 

In addition to the above-mentioned communitarian argu-
ments that may be invoked in opposition to consent being
required as part of any PMDD regulatory framework, another
complimentary strand of arguments contend, regardless of
whatever communal character nominally personal data may
have, the idea that consent should be required for the storage
and use of medical data post-mortem is at best unjustifiably
self-indulgent, and at worst morally indefensible. These are
collectively referred to as broader ethical arguments.76 

5.2.1. The incoherency of “posthumous consent” and “posthu-
mous rights”
The first argument considered here relates to the possible con-
ceptual incoherency of the notion of posthumous consent (i.e.,
the idea that an action performed on a person who is deceased
will only be ethically and legally legitimate if consent was
given by that person whilst they were still alive). The crux of
this argument is that consent, as set out above, is intended to
protect the autonomy of living individuals and to protect such
individuals from harm, not to indulge the wishes deceased
persons, ergo, consent is ill-equipped and inappropriate for
deployment in matters relating to PMDD. 

A useful starting point for considering this argument is to
recall the centrality of the role of the individual (i.e., the “data
subject”) in European and UK data protection law. The cen-
tral role played by the individual in the European and UK data
protection frameworks is a function of the importance they af-
ford to autonomy and self-determination. This can be seen in
several ways. Notably, as alluded to above, the consent of the
data subject is one of the six legitimising grounds set out in
the GDPR and UK GDPR through which the processing of per-
sonal can be rendered lawful. Chapter 3 of the GDPR and UK
GDPR also set out a range of rights to which all data subjects
are entitled in respect of their personal data. The rationale for
76 The arguments made here are largely inspired by those made 
in relation to organ donation by John Harris. See, particularly: J 
Harris, ‘Law and regulation of retained organs: the ethical issues’ 
[2006] 22(4) Legal Studies 527-549. 
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80 In addition to the scholarly considerations of autonomy set out 
he inclusion of these provisions is a desire to give the indi- 
idual the ability to exert control and influence over their per- 
onal data, and an ability to determine when, how, why, and 

y whom those data are used. 
As is the case in other areas of law, the GDPR and UK GDPR 

tilise consent as a tool for legitimising acts that would oth- 
rwise amount to a wrongdoing, and for giving effect to in- 
ividual autonomy. For instance, in situations where process- 

ng personal data would otherwise be unlawful, the consent 
f the data subject is generally sufficient to render that pro- 
essing lawful. However, in the absence of any other legitimis- 
ng ground for personal data applying in such a situation the 
rocessing of the personal data of a person who has not con- 
ented will not only be unlawful, it will also be a denial of the 
thic of respect for that person. As noted by Harris: 

“Respect for persons is widely regarded as the fundamen- 
tal basis of any ethics involving human beings. It is an as- 
sumption of our society and indeed most, if not all, others 
that it is persons that have the highest moral importance or 
value. There may be differences over how to define a per- 
son and difficulties about when persons begin and cease 
to exist, but the ultimate value of those deemed to be per- 
sons is largely unchallenged… Respect for persons, then,
not only describes the outcome – treating others in morally 
appropriate ways, but also points to the origin of this obli- 
gation in the ultimate supreme moral value of individuals 
of a particular sort.”77 

Harris goes on to note how respect for persons has two dis- 
inct dimensions: 1) respect for autonomy, and 2) concern for 
elfare.78 The role of consent, and other rights within EU and 

K data protection law largely reflects this position. The adop- 
ion of consent-based values in the GDPR and UK GDPR, for 
xample, is based on 1) respect for the wishes of the data sub- 
ect; and 2) ensuring that personal data are used for legitimate 
nd ethical purposes in line with the wishes of the person to 
hom they relate.79 From this we can identify how it might 
e argued that consent-based values should be adopted by,
nd play a central role in, the regulation of PMDD. As noted 

bove, for instance, proponents of post-mortem privacy have 
rgued that the same justifications for allowing control over 
ersonal data in life apply equally to control of personal data 
ost-mortem, and ergo that consent should be required for 
edical data of deceased persons to be collected and used as 

art of PMDD initiatives. However, for several reasons, the idea 
he law should allow post-mortem control over personal data 
n the PMDD context is contestable. 

It is well known that various areas of law recognise that 
ndividuals can have enduring interests that survive death.
he laws of wills and probate, and equity and trusts, for ex- 
mple, allow individuals to make testamentary dispositions 
n respect of their tangible and intangible property. The argu- 

ents set out here in no way challenge the validity of this no- 
ion. They accept that individuals can have posthumous inter- 
sts, and that there is nothing automatically egregious about 
he law protecting such interests. However, there are notable 
77 Ibid ., 529. 
78 Ibid. 
79 See: E Kosta (n 26). 

a
c
(

r

rguments that interests of this sort can, and must, be distin- 
uished from the types of interests that consent as a concept 
s intended to protect, including those relating to matters of 
ata protection and PMDD. 

As highlighted above, consent is a mechanism that is de- 
igned to protect and give effect to an individual’s autonomy,
nd to legitimise actions done to that individual that, in the 
bsence of consent or other justification, would otherwise be 
llegitimate. Pursuant to this, the problems with suggestions 
hat consent should play a prominent role in the regulation 

f PMDD become immediately apparent. Autonomy, by def- 
nition, requires an individual to have the capacity to make 
hoices regarding their preferences, options, and decisions.80 

eceased persons, however, have no capacities at all. A per- 
on who is no longer alive has no free will, no preferences,
or do they have any desires, wants, or even needs. Conse- 
uently, the autonomy of deceased persons is incapable of be- 

ng violated because a deceased person has no autonomy to 
iolate.81 Their autonomy has extinguished upon death. Ergo,
f consent is a mechanism for protecting autonomy, in the 
ontext of PMDD it is incapable of performing its ordinary in- 
ended function. Deceased persons simply have no need for 
onsent as it is a mechanism designed to protect a value that 
hey do not possess. Accordingly, the notion that it should be 
equired for their medical data to be incorporated into PMDD 

nitiatives, therefore, arguably represents nothing more than 

n unjustified and conceptually incoherent indulgence of in- 
ividual preferences. 

The question then becomes “but what about wishes made 
uring life?”. If the wishes of a deceased person that were 
ade clear at a time the person was still alive were not re- 

pected, would this amount to a breach or frustration of their 
utonomy? As established above, just as some individuals 
ave preferences in respect of what happens to their bodies 
fter death, some will have preferences about what happens 
o their personal data. It arguably holds to reason, therefore,
hat if these preferences are not respected, their autonomy 

ay have been posthumously violated. This position, how- 
ver, is again likely to be highly contentious. Consider the fol- 
owing scenario: 

When Person A was a young child, the parents of Person 

A uploaded pictures of Person A to a popular social net- 
working platform and registered an account in the name 
of Person A. As an adult, Person A wishes that this had not
been done, and objects to the data-handling practices of 
the social networking platform. 

Did the fact that Person A’s personal data were processed 

n this way by others, before Person A was autonomous and 

ad formed a view on such matters, frustrate Person A’s au- 
onomy because Person A now wishes this had not occurred? 
ome observers would argue that no violation of autonomy 
as occurred. Harris, for instance, argues that a person hav- 
bove, this approach to autonomy has also been endorsed by UK 

ourts. See, for example, the judgment of Lord Donaldson in Re T 
Adult) [1992] 4 All ER 649. 
81 J Harris (n 89). See also: Winter, S. (2010). Against posthumous 
ights. Journal of Applied Philosophy, 27 (2), 186–199. 
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ing autonomous wishes at one point in time about something
that happened at a previous point in time when they were not
autonomous does not equate to their autonomy being frus-
trated or violated. This, he contends, would only occur if an
autonomous preference that was expressed at the time an in-
dividual was autonomous was frustrated.82 According to this
logic, in the example given above the actions of Person A’s
parents whilst Person A was a child are clearly contra to the
wishes Person A holds as an adult, but it no way has Person
A’s autonomy been violated. By the same token, just as deci-
sions taken regarding Person A’s personal data before Person
A was autonomous cannot be said to violate Person A’s au-
tonomy, neither can decisions taken regarding Person A’s per-
sonal data when Person A is no longer autonomous (e.g., once
Person A has died). 

But what about the rights of the dead more generally?
Should individuals not have rights to determine what hap-
pens to their medical data post-death regardless of any
autonomy-related implications (or the absence thereof)? As
set out above, there are various arguments that may be in-
voked in support of this general position. As others have con-
tended, however, it is doubtful whether there is any such thing
as a posthumous right. For instance, in his seminal book, The
Morality of Freedom , Joseph Raz suggests that an individual can
possess rights if, and only if, their wellbeing is of ultimate im-
portance.83 If we are to accept this premise then it holds to rea-
son that dead persons can have no rights, as they have no well-
being for the simple reason that they have no “being” at all.
They are not beings, but ex-beings.84 Whilst there may well be
some situations in which individuals can have interests that
will survive their death, and these interests may be deserv-
ing of legal protection, it is important to note that the impact,
or “harm”, that may be experienced because of a posthumous
wish not being respected or upheld will be qualitatively differ-
ent to that which would usually be experienced in the event of
the interests of wishes of a living person not being respected.
For instance, criminal offences that may be committed against
the body of a deceased person (e.g., performing a sexual act on
a corpse) 85 do not involve violations of autonomy in the same
way an offence committed against the body of a living person
might (e.g., rape or battery). By the same token, improper and
illegitimate uses of a deceased person’s personal data are un-
likely to result in any harm in the same way as would be the
case were said person still alive. A useful illustrative example
of is again provided by Harris: 
82 Ibid. 
83 J Raz (n 24). 
84 J Harris (n 89) 534. See also: J Taylor, Death, Posthumous Harm, 

and Bioethics (Abingdon: Routledge 2012). It is also worth noting 
that in its jurisprudence the European Court of Human Rights has 
repeatedly stated that the rights set out in the European Conven- 
tion on Human Rights (ECHR) apply only to living persons. See: 
Jäggi v. Switzerland, App. No. 58757/00, 47 Eur. H.R. Rep. 30 (2006); 
Estate of Kresten Filtenborg Mortensen v. Denmark , App. No. 1338/03, 
2006-V Eur. Ct. H.R. (2006); Koch v. Germany , App. No. 497/09, Eur. Ct. 
H.R. (2012). 
85 In England and Wales, Section 70(1) of the Sexual Offences Act 

2003 establishes that a person will be guilty of a criminal offence if 
they intentionally perform an act of sexual penetration on a body 
part of a dead person. 

 

 

 

 

 

 

 

 

 

 

 

 

“…if I have an interest during my life that my children are
provided for after my death and I see to secure that interest
by executing a will, it remains true that if the provisions of
that will are not respected, my interests have been harmed,
although of course neither will I be aware of that fact, nor
will it affect my well-being in any way…”86 

In the context of PMDD initiatives, we might sketch the fol-
lowing analogous situation: 

“…if a person expresses an interest during their life that
their medical data are not stored and used for the purposes
of medical research after their death, and their wishes are
not respected, their interests will have been harmed, al-
though of course neither will they be aware of that fact,
nor will it affect their well-being in any way.”

The crux of the point being made here is that in the con-
text of PMDD legal rights and rules relating to consent and
control of personal data are simply incapable of performing
their normal function of giving effect to individual autonomy
and protecting individuals from harm, and thus they lack any
coherent conceptual justification for inclusion in the regula-
tion of PMDD. The reason for this is simple: deceased persons
have no need for legal mechanisms that give effect to their
autonomy as they have no autonomy at all, and have no need
for legal rights designed to protect them from harm as they
are incapable of being harmed. 

5.2.2. The strength of communal/societal needs and interests 
The absence of any harms or impact to a person’s wellbeing
notwithstanding, there are, as noted above, prima facie com-
pelling arguments that can be made in respect of why inter-
ests and wishes pertaining to retaining post-mortem control
of personal data should be respected in many, if not most,
contexts. Nevertheless, PMDD is an example of an area of ap-
plication that arguably should be excluded from this general
ethos. This is because though there may well be prima fa-
cie compelling reasons for respecting an individual’s wishes
in respect of posthumous uses of their medical data gener-
ally, it is arguable that in the context of PMDD these inter-
ests are relatively weak when compared to the interests of
individuals who may benefit from future uses of those data.
In other words, though deceased individuals may have inter-
ests regarding future uses of their medical data, these inter-
ests are outweighed by those of individuals who are still alive.
To this end, it might be suggested that the issue of whether
the wishes of deceased persons regarding their medical data
should be respected should be determined by the same princi-
ple which is generally used to determine whether the wishes
of a deceased person regarding the disposal of their assets and
their estate should be respected. That is to say, such wishes
should be respected subject to competing public interests.
This is usually the case, for example, with wills and other
testamentary dispositions, where the wishes of deceased per-
sons are normally respected subject to the public interest of
death duties being paid in the form of taxes and similar.87 This
is in stark contrast to the interests of living persons, who due
86 J Harris (n 89). 
87 Ibid. 
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88 A Cambon-Thomsen, ‘Assessing the impact of biobanks’ [2003] 
34 Nature Genetics 25-26; JE Olson et al, ‘Biobanks and person- 
alized medicine’ [2014] 86(1) Clinical Genetics 50-55; L Andrews, 
‘Harnessing the Benefits of Biobanks’ [2005] 33(1) The Journal of 
Law, Medicine & Ethics 22-30; J Kinkorová, ‘Biobanks in the era 
of personalized medicine: objectives, challenges, and innovation’ 
[2016] 7 EPMA Journal. 
89 J Harris (n 70) 543. Economic analyses have also suggested that 

organ donation saves the UK National Health Service (NHS) hun- 
dreds of millions of pounds annually. See: S Madden et al, ‘The 
effect of consent rates for deceased organ donation in Wales af- 
ter the introduction of an opt-out system’ [2020] 75(9) Anaesthesia 
1146-1152. 
o the possibility of suffering immediate physical and emo- 
ional harms if their wishes are not respected, have a much 

tronger claim to their interests being upheld. 
However, even if a failure to uphold the wishes of the de- 

eased in respect of future uses of their medical data do not 
ffect the deceased themselves, there are two main ways in 

hich their wishes are “person affecting” in the PMDD con- 
ext. First, they are person-affecting in the sense that they 

ay affect individuals who would potentially benefit from the 
esults of research undertaken on the medical data of the 
eceased. Second, the use of such data may affect any per- 
ons who would be distressed by, or would otherwise object 
o, the data being collected, retained, or used. For instance, if 
he medical data of the deceased were to be used for illicit 
urposes (e.g., to perpetuate an act of fraud) or to form the 
asis of decisions about people still alive, the rights or inter- 
sts of friends or relatives of the deceased, or perhaps of other 
ndividuals might be engaged. For instance, as noted above,
ata pertaining to the DNA or genome of the deceased could 

ontain information about their family members, and these 
amily members could conceivably have legitimate concerns 
bout how future uses of such data could have implications 
or their own genetic privacy. The family or friends of the de- 
eased may also have conscientious beliefs which may also be 
ngaged by the practice of PMDD. Alternatively, in the absence 
f any such beliefs, they might simply possess a strong desire 
hat the wishes of the deceased in relation to their medical 
ata are respected, perhaps due to believing this is fitting or 
ppropriate. We have seen already that all these factors might 
ive rise to arguments that the consent of affected individu- 
ls should be required if medical data are to be extracted and 

etained as part of any PMDD initiative. For instance, if Person 

 correctly believes that analysis of their medical data may 
ompromise the genetic privacy of Person B, a failure to re- 
pect Person A’s wishes may result in Person B being harmed.
equiring Person A’s consent prior to their medical data being 
tilised as part of any PMDD initiative could possibly prevent 
his harm from occurring. In the absence of the consent of the 
eceased themselves, it might even be suggested that consent 
ecisions should pass to friends and family of the deceased.
owever, for various reasons this should arguably not be the 
ase. 

As a general matter, there is of course nothing prima facie 
rong with treating the powerful feelings of friends and fam- 

ly members of the deceased in respect of the deceased’s med- 
cal data with courtesy and respect. In the context of PMDD it 

ust be remembered, however, that these are not the only in- 
erests at stake, and thus it should not necessarily be assumed 

hat they should automatically be given priority. Instead, it 
ould perhaps be preferable for these interests to be balanced 

gainst the powerful feelings or interests of others who desire 
he medical data of deceased persons to be available for scien- 
ific, research and therapeutic purposes. There is no obvious 
eason, for instance, why the needs and interests of the fam- 
ly and friends of the deceased, no matter how compelling,
hould de facto triumph over the needs and interests of other 
eople and families to not to be unnecessarily bereaved for 
ant of medical data that could be used to research and de- 

elop medical treatments for their sick relatives. 
In many other areas of law, such as Human Rights, con- 
icts of interests or values are resolved by analyses of which 

arry the most moral weight. In other words, by an analysis of 
hether the interests served by one set of values outweigh the 

mportance of another. For example, Article 8(1) of the Euro- 
ean Convention on Human Rights bestows on all individuals 
he right to a private and family life. Article 8(2) then speci- 
es how public authorities may legitimately interfere with in- 
ividuals’ enjoyment of this right if doing so is necessary to 
arry out activities in which there is an overriding public inter- 
st, such as protecting national security or ensuring freedom 

f expression. There is no discernible reason why any legal or 
egulatory framework pertaining to PMDD should be any dif- 
erent. To this end, there numerous possible justifications for 
he idea that in the PMDD context the interests of the wider 
ommunity should prevail over those of deceased persons.
he most significant of these reasons is the fact that the inter- 
sts of the wider community, the members of which will still 
e alive, protect an interest in life itself. Medical data collected 

rom deceased persons, and subsequently used as part of a 
MDD initiative may, as established previously, be capable of 
aking substantial contributions to the development of med- 

cal treatments that could quite literally be life-saving. None 
f the counterpoised interests considered above (i.e., the in- 
erests of the deceased, family members, or other individuals,
n medical data not being collected and utilised for PMDD pur- 
oses) protect such an urgent value. As mentioned above, this 

s not to say that the interests of the deceased and other indi-
iduals are not deserving of respect, they are simply demon- 
trably weaker than the demands with which they are in com- 
etition. 

As already established, the collection, retention and use of 
he personal data of deceased persons as part of PMDD ini- 
iatives serves numerous valuable purposes. The investiga- 
ion and analysis of such data has the potential to be hugely 
eneficial to a vast number of people (e.g., individuals whose 

ives may be saved by cures developed pursuant of PMDD- 
elated research). In this regard, it is possible to draw compar- 
sons between PMDD initiatives and biobanks, which are now 

idely recognised as being of critical importance in terms of 
heir contribution to research, diagnoses, treatments, and care 
ithin healthcare systems worldwide.88 It is no exaggeration 

o say that many of the techniques, treatments, and therapies 
vailable through modern medicine from which we all benefit 
ave in no small part been made possible because of retained 

issues and organs.89 As outlined above, PMDD initiatives have 
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the potential to make similar contributions to the advance-
ment of medical science. As with organ donation, each denied
donation of medical data (e.g., through a refusal to give con-
sent) could have significant negative cumulative knock-on ef-
fects for research into future treatments and therapies.90 To
this end, it is no exaggeration to say we all have an immense
interest in the collection of medical data of deceased persons,
and in such data being made readily available for research pur-
poses. A necessary implication of this position, therefore, is
that not only are the strengths and justifications of the inter-
ests of deceased persons regarding future uses of their medi-
cal data generally weaker than those of persons who are alive,
but that in the context of PMDD the wishes of the deceased in
respect of their medical data have no moral basis on which to
claim precedence over the interests and needs of the living.91 

Against this background, the purpose of comparing PMDD
initiatives to biobanks is to highlight that refusal to contribute
to PMDD initiatives would arguably be deeply selfish and im-
moral. The implications of this are twofold. The first is that
any suggestion that the idea the law should require opt-in
consent for the retention of deceased persons’ medical data
as part of PMDD initiatives is in any way consistent with pub-
lic or personal morality is manifestly false. The second is that
in situations where the views of the deceased are not known,
there should be a de facto presumption that they would have
wished to contribute to, or at least not impede, the develop-
ment of a vital resource that has the potential to save many
lives (i.e., PMDD initiatives). 

5.3. Discussion 

The crux of the arguments presented in this section is twofold.
First, in the context of PMDD, the opt-in ante-mortem consent
of deceased persons would arguably be incapable of perform-
ing the normal role of consent in protecting autonomy, bod-
ily integrity, or well-being. In the best-case scenario, we might
therefore say respect for consent in the PMDD context would
be more like extending a courtesy than respecting a right. In
the worst-case scenario, we might say that were the law to re-
quire opt-in ante-mortem consent for the medical data of de-
ceased persons to be incorporated into PMDD initiatives this
would amount to nothing more than an incoherent, unethical,
and unjustifiable attempt to indulge individual preferences in
the face of competing collective interests that have greater
moral authority. Second, whichever of these interpretations
one favours, it is categorical that we all benefit from the so-
cial practice of medical research (i.e., the primary purpose of
90 On the impact of legal rules that allow the veto of organ dona- 
tions, see: KA Bramstedt, ‘Family refusals of registered consents: 
the disruption of organ donation by double-standard surrogate 
decision-making’ [2013] 43(2) Internal Medicine Journal 120-123; 
J Wilkinson (n 31); A Spital and JS Taylor, ‘Routine recovery of ca- 
daveric organs for transplantation: consistent, fair, and life-saving’ 
[2007] 2(2) Clinical Journal of the American Society of Nephrology 
300-303. 
91 For an argument as to why we all have a moral duty to con- 

tribute to organ donation schemes, see: PT Menzel, ‘The moral 
duty to contribute and its implications for organ procurement pol- 
icy’ [1992] 24(5) Transplant Proc. 2175-2178. 

 

 

 

 

 

PMDD initiatives). Were it not for the development of medi-
cal treatments and therapies, such as antibiotics and vaccines,
many of us would not be here today. Most of us will continue
to benefit from these advances throughout the course of our
lifetimes, and thus we arguably have a moral obligation to con-
tribute to, or at least not to impede, the social practices which
produce them, and ergo our opt-in consent should not be a
condition of our participation. 

6. The way forward 

The previous sections of the paper set out multiple arguments
for and against the idea that the opt-in consent of the in-
dividual, expressed ante-mortem, should be required for the
medical data of deceased persons to be lawfully incorporated
into PMDD initiatives. We are now left with several questions:
Where do we go from here? Should opt-in consent be re-
quired? Would it be appropriate the law not to require opt-in
consent? If opt-in consent is not required as a general matter,
should consent be removed from the equation entirely? 

One possible option for the regulation of PMDD, and per-
haps the simplest, would be conscription. In other words, the
law should grant medical practitioners the automatic author-
ity to retain and utilise the medical data of the deceased as
part of PMDD initiatives without requiring any authorisation.
Various observers have advocated for the adoption of this sort
of approach in the context of regulating organ donation. Spi-
tal and Taylor, for example, argue that any sort of consent re-
quirement for the recovery of transplantable organs should be
eliminated from any legal or regulatory frameworks relating
to the extraction and retention of human tissue, equating this
to a situation of total war in which most people would accept
the concept of a military draft as being in the public interest.92

Were such an approach to be deployed in the PMDD context
medical data of deceased persons would essentially de facto
become medical property. Retention where no beneficial use
could be made of the data, or retention for purposes unrelated
to PMDD, could be outlawed as a means of protecting the inter-
ests of the deceased and/or their relatives. For the reasons set
out above, there are prima facie compelling reasons as to why
conscription of the use of medical data of deceased persons
for PMDD-related purposes could be viewed as morally and
ethically justifiable. A regulatory approach in this vein would
perhaps offer coherence and consistency. However, it would
also fundamentally alter the character of PMDD from a no-
tion primarily associated with the “donation” of one’s medi-
cal data, to one better described as involving such data being
“taken”. This would be undesirable, as it could lead to PMDD
being schematised as what some have termed a “Cartesian
extraction of a useable resource”,93 rather than the altruistic
and philanthropic endeavour it undoubtedly is. Another pos-
92 A Spital and JS Taylor, ‘Routine recovery of cadaveric organs for 
transplantation: consistent, fair and life-saving’ [2007] 2(2) Clinical 
Journal of the American Society of Nephrology 300-303. 
93 D Leder, Whose Body? What Body? in M Cherry (ed.) Per- 

sons and their Bodies: Rights, Responsibilities, Relationships (Dor- 
drecht: Springer 1999) 260. 
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97 Some observers, for instance, have argued there are compelling 
ethical reasons as to why silence (i.e., a failure to register an objec- 
tion) should be taken to equate to a positively expressed consent 
in some medical contexts. See: B Saunders, ‘Opt-out organ dona- 
tion without presumptions’ [2012] 38(2) Journal of Medical Ethics 
69-72. 
98 Section 7 of the UK Human Tissue Act 2004 specifies that the 

storage and use of bodily material without consent will be lawful 
if this would be in the public interest. A similar principle could be 
ible option would be propertisation, under which individuals 
ould formally be granted proprietary rights in their medical 
ata, thereby allowing them to sell those data to the opera- 
ors of PMDD initiatives. As noted elsewhere, however, an ap- 
roach in this vein would also be plagued by huge, and likely 

nsurmountable, ethical and practical difficulties.94 

In spite all that has been said above in terms of both how 

n the context of PMDD consent is arguably incapable of per- 
orming its normal role, or how, given the interests and needs 
f living persons in the wider community, there is no ethical 

ustification for allowing deceased persons to restrict posthu- 
ous uses of their medical data, it might still be suggested 

hat as a general matter consent, or at least some form of 
uthorisation, is always preferable to conscription. This will 
ven usually be the case where neither consent nor authori- 
ation are required by law. As alluded to by Brownsword and 

oodwin, for instance, in any regulatory system it is prefer- 
ble, for the sake of preserving whatever sense of moral com- 
unity we might have, that individuals are given the choice 

o voluntarily do the “right” thing for the right reasons, rather 
han the law forcing them to behave a certain way. In their 
ords, it is the capacity of human beings to decide for them- 

elves what their priorities are, to rank those preferences, to 
eason, and to choose for themselves what their lives should 

e, which makes human beings “special”.95 To put this an- 
ther way, respect for these values is a prerequisite for the 
oundary-marking concept of human dignity. To act in ways 
hat traverse this boundary would place the action and ac- 
or outside the bounds of humanity, which would be a “very 
angerous place to be”.96 To this end, any PMDD regulatory 
egime that ordained to completely remove any element of in- 
ividual choice regarding post-mortem uses of medical data 
ould arguably represent an unjustifiable affront to human 

ignity. 
At this point, it is important to recall that none of the 

nti-consent arguments established in the preceding section 

ere intended to challenge the notion that people may, for 
 variety of reasons, have perfectly valid interests in how 

heir personal data are used by others. The arguments set out 
ere merely served to highlight how although individuals may 
ave interests in what happens to their medical data post- 
ortem, these interests should not be mischaracterised as en- 

ailing any sort of inviolable sovereignty in terms of determin- 
ng posthumous uses of such data, and that in most circum- 
tances these interests will be weaker than other competing 
94 H Pearce (n 70); P Hummel, M Braun and P Dabrock, ‘Own Data? 
thical Reflections on Data Ownership’ [2020] Philosophy & Tech- 
ology. For an overview of an analogous debate regarding whether 

he law should grant proprietary interests in their organs, see: 
 Nwabueze, ‘Donated organs, property rights and the remedial 
uagmire’ [2008] Medical Law Review. 

95 R Brownsword and M Goodwin, Law and the Technologies of 
he Twenty-First Century (Cambridge: Cambridge University Press 
012) 191. 

96 Ibid . Other observers have advanced similar perspectives. 
rayling, for instance, suggests that if people are prevented from 

rriving at our own choices, conclusions, and aims on their own, 
hey will never be capable of any worthwhile moral or social de- 
elopment. AC Grayling (n 24) 263-265. 
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nterests in those data. Pursuant to this, even if the law did 

ot require opt-in ante-mortem consent, it may still be possi- 
le to find a regulatory solution which respects the interests 
f those on both sides of the consent debate. 

One prima facie plausible way of ensuring the above- 
entioned competing interests were given the respect they 

eserve would be by adopting a presumed consent model 
f PMDD regulation. Under this approach, all adult persons 
ould automatically be presumed to consent to their medi- 

al data being retained and utilised for PMDD purposes post- 
ortem unless they had made it known that they did not wish 

or this to occur. In other words, each person would be given a
ight to object to, or “opt-out”of, PMDD initiatives.97 A person’s 
bjection could be based on their faith, culture, or beliefs, and 

ould be respected in the face of everything other than the 
trongest competing interests.98 The value of medical data to 
MDD initiatives would therefore be prioritised whilst, con- 
urrently, individuals would still be given a choice regarding 
hether they wanted to become a “donor”, thereby preserv- 

ng their autonomy. In such a system, objections could be rou- 
inely recorded in health records, or perhaps another form of 
MDD register, and could be accessed when needed.99 

Critics of this approach may contend that a failure to ob- 
ect would not amount to an expression of the deceased’s 
ishes in any meaningful way, and thus would not mean- 

ngfully give effect to their preferences. However, in response 
o this it could be argued that within a society where levels 
f willingness to engage with public health initiatives are ex- 
ected to be high,100 the approach proposed here is likely to 
eflect the preferences of deceased persons to donate more ac- 
urately, or at least no less accurately, than under a system of 
pt-in consent.101 It might logically be assumed, for instance,
hat individuals who were opposed to their medical data be- 
ng used for PMDD purposes would be more likely to opt-out 
nder a system of presumed consent, than individuals who 
ncorporated into an opt-out consent for regulating PMDD. 
99 In the United Kingdom, the NHS currently operates a secure 
atabase (The NHS Organ Donor Register) that keeps records of 
ll organ donations decisions. There is no obvious reason why a 
imilar database could not be established for PMDD purposes. 
00 For instance, figures recently published by NHS Blood and 

ransplant (NHSBT) showed that in 2019/2020 there was an 

bservable marked increase in public support for organ dona- 
ion. See: NHS, Organ Donation and Transplantation Activity 
eport 2019/2020. Available at: https://www.organdonation. 
hs.uk/helping- you- to- decide/about- organ- donation/ 
tatistics- about- organ- donation/transplant- activity- report/. 
01 D Price, ‘Legal framework governing deceased organ donation 

n the UK’ [2012] 108(1) British Journal of Anaesthesia 68-72; C Co- 
en, ‘The case for presumed consent to transplant human organs 
fter death’ [1992] 24(5) Transplant Proc. 2168-2172. 

https://www.organdonation.nhs.uk/helping-you-to-decide/about-organ-donation/statistics-about-organ-donation/transplant-activity-report/
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desired to donate would be to opt-in under an opt-in consent
system. This assumption stems from the fact that most indi-
viduals who were opposed to their medical data being used
for PMDD purposes would likely have conspicuous religious
or moral beliefs underpinning their objections, of which they
themselves would be very much aware, and would therefore
be unlikely to neglect to opt-out of a system of presumed con-
sent.102 Empirical research has also demonstrated that, world-
wide, the adoption of opt-out models of consent have gener-
ally improved increased levels of organ donations and trans-
plants, and have helped to prevent shortages.103 It seems plau-
sible, therefore, that they could have a similarly beneficial ef-
fect for PMDD initiatives were they incorporated into relevant
regulatory structures. 

Though some might argue that an opt-out approach would
imply that our medical data effectively belong to the state as
soon as we die, and that it would amount to nothing more
than an attempt to give a so-called ‘eminent domain’ policy
a cloak of respectability, so to make it acceptable to a society
that places a high value in individual rights, this would not
be the case.104 As established above, it is not simply a ques-
tion of whether our medical data either do, or should, belong
exclusively to ourselves, the state, or to any other party, but
one of recognising that whilst we all have interests in data
about us, there is no moral justification for thinking that our
own interests should always de facto prevail over the interests
of others. Even observers with the strongest commitment to
individualist ethics would, for instance, surely accept that in-
dividual sovereignty over medical data cannot be treated as
an absolute or inviolable notion, and that to some extent a
balance must be struck with communitarian interests, even if
there were disagreements regarding exactly how and where
this balance should be struck.105 For these reasons, a pre-
sumption of consent would ethically and morally defensible
in the context of retaining and utilising the medical data of de-
02 MB Gill, ‘Presumed consent, autonomy and organ donation’ 
[2004] Journal of Medical Philosophy 29(1) 37-59. 
03 See, for example: M Ahmad et al, ‘A Systematic Review of 

Opt-out Versus Opt-in Consent on Deceased Organ Donation and 

Transplantation (2006-2016)’ [2019] 43 World Journal of Surgery 
3161-3171; A Albertsen, ‘Deemed consent: assessing the new opt- 
out approach to organ procurement in Wales’ [2018] 44(5) Journal 
of Medical Ethics 314-318; S Madden et al, ‘The effect on consent 
rates for deceased organ donation in Wales after the introduction 

of an opt-out system’ [2020] 75(9) Anaesthesia 1146-1152;. 
04 The term ‘eminent domain policy’ is generally used to refer to 

policies which treat private property or other private commodi- 
ties as something that is automatically usable by the state for the 
pursuing a goal that is supposedly in the public interest. For a dis- 
cussion of eminent domain policies in the context of organ dona- 
tion, see: RM Veatch and JB Pitt, ‘The myth of presumed consent: 
ethical problems in new organ procurement strategies’ [1995] 27(2) 
Transplantation Proceedings 1888-1892. 
05 On the issue of reductions in individual informational self- 

determination being counterbalanced by the facilitation of public 
and independent authorities acting in the interests of society, see: 
A Mantelero, ‘The future of consumer data protection in the E.U. 
Re-thinking the “notice and consent” paradigm in the new era of 
predictive analytics’ [2014] 30(6) Computer Law & Security Review 

643-660. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

ceased persons for PMDD purposes, so long as information on
the opt-out approach proposed above was made readily avail-
able ante-mortem and provided in a comprehensible format. 

7. Conclusion 

As is evident from the contrasting views considered through-
out this paper, finding an appropriate legal response to ques-
tions pertaining to the role of the individual in any PMDD reg-
ulatory framework will be hugely challenging. The optimum
solution would be the construction of a regulatory framework
and of legal principles that simultaneously promote health-
care, medical research, and the development of new treat-
ments and therapies whilst respecting and taking account of
people’s preferences concerning the retention and utilisation
of medical data of deceased persons. It is, however, perhaps
unlikely that any single approach or regulatory model would
be capable of addressing all the nuances inherent in the com-
peting arguments set out above. 

The argument tentatively made here is that there are prima
facie compelling reasons why the law should not require
the opt-in ante-mortem consent of deceased persons for the
lawful retention and utilisation of their medical data post-
mortem for PMDD purposes. However, considering the possi-
ble competing interests at stake, the law should provide in-
dividuals with a right of refusal, or to object, to their medical
data being used posthumously for these purposes. This right
should not be absolute, and its exercise should be considered
in light of any competing interests. In the absence of any ob-
jection being expressed, the law should presume a willingness
to medical data being used for PMDD purposes. 

It is likely that this solution would be considered too le-
nient by some, and perhaps overly strict by others. Concur-
rently, however, it can just as easily be argued that the opt-
out/right to object approach suggested here would achieve,
to some extent at least, overlapping consensus between the
abovementioned competing moral views. It is an approach
that would simultaneously recognise the valuable contribu-
tion the medical data of deceased persons can make to med-
ical research and treatments, and that medical data, and the
treatment thereof, is fundamentally connected to respect for
a person’s dignity. To this end, the approach proposed here
is the product of the deliberative analysis and consideration
of the strongest competing views, and one which would min-
imise the differences between them. This would clearly not be
enough to guarantee the favour of all persons on either side
of the consent debate, but as its use would be supported by
defensible logic and reasoning, hopefully most reasonable ob-
servers would consider it to be legitimate. 

Regardless of whatever regulatory solution for PMDD is
adopted, however, there are various issues touched upon in
this paper which would benefit from further research and
analysis. One interesting question is, regardless of whether
the law is to adopt opt-in or opt-out approach to consent in the
context of PMDD, what should happen in situations where a
person lacks capacity to make an informed decision? One sug-
gestion might be that decision-making authority should pass
to next of kin, or another family member of relative. This, how-
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ver, would further complicate the issues considered through- 
ut this paper. Closely related to this are questions regarding 
hat ante-mortem support could or should be put in place 

o help people to make informed decisions regarding posthu- 
ous uses of their medical data, and what would be required 

or these to work effectively in practice. Further research re- 
arding religious and cultural attitudes to posthumous uses 
f personal data, and the implications they may have for reg- 
lating PMDD, would also likely be useful. 
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