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Agenda & Speakers



Lunch 11:50 – 12:35 Follow fire exit signs Toilets outside



Who Owns Data? Contemporary Issues

Dr Jo Lam
Co-Chair Single Patient Record Integrity, Trust and Transparency (SPRINT)
Co-Chair Improving Transparency Around Linkage Outputs (ITALO)



“Data is everything, 
everything is data” 





Who decides how to drink this cup…



Unethical Historical and Current Data Use

Vovchansk 

Nuremberg Law



None are fully 
satisfactory: data 
is inherently non-
rivalrous, non-
exclusive and 
inexhaustible

Property [ownership] -  civil law Intellectual property [copyright] 

Fundamental right [personal data] Contextual rights - exceptions



(Health) Data Ownership → Data Processing

Operational (direct care / service delivery):
• Often relies on public task / legal obligation (Article 6) plus 

health/social care condition (Article 9). 
• CLDC is typically met via direct care expectations but still must be 

justified.

Research / secondary use:
• Often relies on public task (Article 6) plus research condition 

(Article 9(2)(j)) with safeguards; and you still must address CLDC 
(consent, s251, or anonymisation).

CLDC: Common Law Duty of Confidentiality



Section 251: what it is (and what it is not)

• s251 (via the Health Service (Control of Patient Information) 
Regulations 2002) can set aside the common law duty of 
confidentiality so identifiable confidential patient information can 
be used without consent for defined medical purposes (including 
some research), where justified.

• Except – National Data Opt Out 



Cost of Opting Out

Opt-outs can introduce bias if non-
random (trust, demographics, 
geography). 

Chicken–egg problem: lack of trust → 
opt-outs → poorer data → worse services 
→ further mistrust.
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Data Ownership Models

What feels “acceptable” varies
• Collective vs individual models of consent.
• Historical experiences with state surveillance or discrimination.
• Expectations of reciprocity: who benefits and how fast?

“When would you be comfortable with your local council using your 
data without asking you first? Why?”



Cultural Variations

Patient registries with complete nationwide coverage and 
individual-level linkage potential have existed in Finland 
since 1969, in Sweden since 1987, in Iceland since 1999, 

and in Norway since 2008

NL- supercomputer enabled individual-level linkage
[No Opt Out option]

Banks & Private companies 
buying/using personal data 
directly from individuals.



Questions to you for the rest of the day

Prime time to think the UK position and our positions as {data scientists}

Who needs to be in the room?
What needs to be prioritised?
How can we work with the public and communicate well?



We’d love to hear from you!

2-min Feedback Form

Join our mailing list:

ich.italo@ucl.ac.uk

Other thoughts & feedback:

Joseph.Lam@ucl.ac.uk
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