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AI + Genomics = Personalised Medicine  
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‘Indeed, it is patients who 
particularly understand the 
potential value of a social 
contract in which patients both 
contribute personal clinical data 
and benefit from the knowledge 
gained through the collaboration’

https://www.science.org/doi/1
0.1126/scitranslmed.3003473



Technology Drives Reconsideration… 
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‘The most important structural implications of the move to genomic, big 
data-driven medicine is the requirement for a greater degree of 
interdependence between the care and treatment of individual patients on 
the one hand and the collection and analysis of data relating to the care of 
very large numbers of other patients…Genomic medicine will require use of 
patient level information to support better clinical decisions in the future and 
for others.’ Annual Report of the Chief Medical Officer, 2017 

‘Perhaps the most well known case is the amyotrophic lateral sclerosis (ALS) 
lithium study carried out on the online platform PatientsLikeMe. It was initiated 
by two patients with advanced-stage ALS from Brazil and the USA, both of whom 
died prior to the completion of the study. One hundred and forty-nine patients with 
ALS on the platform took lithium in order to test the findings of a small earlier study 
into its effects on disease progression and symptom alleviation. The 
PatientsLikeMe ALS study, which was completed over 8 months, was eventually 
published in Nature Biotechnology. Its finding that lithium had no effect was 
subsequently confirmed by standard clinical trials.’ 



Also Resources & Sustainability…
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‘Finally, we need a new social contract with the 
public, one in which we offer more and expect more. 
The 75th anniversary is an opportunity for a national 
conversation about a more ambitious relationship 
between NHS and patients. Our own recent research 
shows the potential of technology in empowering 
patients to better manage and monitor their own 
health.’ Matthew Taylor, CEO, NHS Confederation 

“It appears that the basic social contract – by which voters pay in 
tax to a collective pot and government spends this effectively to 
provide a safety net and enable people to thrive – is now broken.” 
IPPR 



What is the Social Contract?
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1. There is one original ‘social 
contract’ from which subsequent 
agreements flow. 

2. This original contract is based on 
principles of justice. 

3. These principles are summarised 
as ‘justice as fairness.’



Reasonableness in the Social Contract
‘Reasonable’ foundations for agreement = 1) moral 2) rational. Morality is 
relational, relying on reciprocity: 

‘Thus as a model of justification, the original position has two links, one to 
the moral point of view and the other to the point of view of actual rational 
individuals. Justification in the original position succeeds if the principles 
are chosen from a genuinely moral point of view and a rational individual 
can endorse them…Both links are essential and it is the combination of 
these two types of rational choice that gives original position arguments 
their distinctiveness and their power.’ (Gaus and Thrasher, p.41)
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Reasonableness in the Law

My argument: 

The principles of justice we should consider in an English social 
contract (including for health data) should include the 
requirements of the European Convention on Human Rights, 
which have taken on a foundational significance in our implicit 
constitution. 

For health data, Article 8 ECHR provides the necessary 
principles of justice to make the terms moral as well as rational. 
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Contribution of the Argument 

1) Substantiates reconsideration of the ‘social contract.’

2) Defends moral values within ‘reasonable expectations of 
privacy,’ not just rational. 

3) Challenges trend in English law to construe reasonableness 
as rational rather than fair (per values of dignity and family 
connection under Article 8 ECHR). 
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ECHR and English Law 

› The ‘reasonable person of ordinary sensibilities’ 

› Clapham Omnibus -> William Prosser -> Naomi Campbell 

› UK government restricts Article 8 through ‘reasonableness’ 

› Ergo, privacy rights do not automatically apply, even in 

healthcare
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• Court is the arbiter of what a ‘reasonable’ person would think

• No accommodation of the ‘non-ordinary’ attributes or 
circumstances of marginalised people

• Data-Sharing placed them in a position of vulnerability, and 
threatened their ability to see their families. 

• Court of Appeal gave little consideration to the detail of the 
Claimants’ evidence on impact. 



Social Contract for AI?

› Data collection for AI development
› Can introduce novel relationships and secondary uses 
› E.g. Royal Free NHS Trust & DeepMind (2015-2017)
› Failure to comply with ‘no surprises’ principle: 
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Automating Reasonable Expectations?
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My Argument 

› Cannot automate human rights
› OR fairness 
› OR a social contract based on 

fairness 

Thus: we should not rely on 
Statistical models of R.E, but allow scope for context-sensitivity, 
including the particular vulnerabilities, intersecting oppressions 
or marginalisation of an individual in deciding whether their 
privacy rights are engaged, or interfered with in a justifiable way. 
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Who is Marginalised?

● Potentially everyone! 

● In R(W,X,Y,Z), the applicants’ social and legal marginalisation 
was clear.

● But in future, we may all be assigned to ‘marginal’ groups within 
the algorithmic mechanisms used for automated triage in the 
NHS.

● Fairness and transparency, with particular regard for our dignity 
and personal lives, will continue to be important touchstones for 
secondary uses and require context-sensitivity.

● This may be less rational + efficient, but it is more fair. 
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Conclusions 

1. The English social contract for health data should be 
underpinned by justice as fairness, which in turn should be 
informed by Article 8 ECHR. 

2. English Courts should take the values inherent within Article 
8 ECHR into account when determining its scope.

3. Reliance on statistical models of R.E (and indeed, fairness in 
general) should be limited and subject to context-sensitive 
oversight within the NHS. 
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