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A collaboration to benefit public health

UK LLC led by the Universities of  Edinburgh and Bristol

A work package in the COVID-19 Longitudinal Health & Wellbeing National Core Study
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In collaboration with
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Today’s talk:

• Longitudinal Studies

• UK Longitudinal Linkage Collaboration

• Social Licence & ‘Consent’

• Q&A



UK Longitudinal Population Studies: 
Building a ‘Bank of Life’
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What are Longitudinal Studies?
• A research design where the health, socio-economic 

and wellbeing events and outcomes of individuals 
with shared characteristics are followed-up regularly 
over time: building a ‘bank of life’

• 50-100 UK LPS inc. ~2-3 million UK residents
• Data collected directly from participants (surveys 

and samples) and via ‘Record Linkage’ to 
participants’ health, administrative geo-spatial and 
novel (digital footprint, sensor) records.

https://www.bristol.ac.uk/alspac/about/https://www.nshd.mrc.ac.uk/

Pearson H. Coming of age. Nature. 2012 Apr 12;484(7393):155.



‘Consent’ (in the context of longitudinal research)
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(Explicit, Opt-in) Consent is not…
• The legal basis for LPS to address Data Protection legislation
• Necessary for the flow and analysis of data
• Always practicable or fair
• A flexible mechanism to manage ‘reasonable expectations’ in a rapidly changing 

world

Consent is…
• A critical dimension of research ethics and trust relationships
• A means to address Common Law Duty of Confidentiality (other means exist)
• Highly desirable in terms of ethics, transparency and autonomy



The ‘Consented Studies’
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https://www.ukri.org/publications/longitudinal-
studies-understanding-population-data-for-
inclusive-research/

Consent can be fragile.

• Validity of ‘Consent’ is challenged by whether it is 
‘informed’ and the passing of time:
• Precision of information available at the point of consent
• Emerging scientific opportunities
• Changing expectations in best practice
• Key life stages (reaching majority, loss of capacity, death)

• Potential for bias (in retrospective collection)

• Not all LPS are ‘consented’ – but strategies need to retain 
social licence and participant trust meaning they need to 
be transparent, fair and respectful of rights.



The UK Longitudinal Linkage Collaboration  
(UK LLC)



UK Longitudinal Linkage Collaboration: a 
national Trusted Research Environment for 
the Longitudinal Community.
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• A four nation TRE for secure cross-cohort analysis of pooled 
participant data - with regularly refreshed linkages of  COVID-19 
relevant health and administrative records;

• To align complex and divergent governance frameworks into a 
streamlined and predictable linkage/access route for NCS 
researchers.

• A new way of working for record linkage; potential to 
contribute to any UKRI/WT Population Research UK (PRUK) 
programme



UK Longitudinal Linkage Collaboration
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20+ longitudinal studies with >250,000 participants
A new Trusted Research Environment
Equivalency in study governance & fair processing
Novel NHS Digital data pipeline
Negotiating approvals for administrative data linkages
Public contributors & application panel
Fifteen applications approved & projects underway

ALSPAC: Avon Longitudinal Study of Parents and Children 
BCS70 British Cohort Study
Born in Bradford
ELSA: English Longitudinal Study of Ageing 
EPIC-Norfolk: The European Prospective Investigation into 
Cancer (EPIC) Norfolk Study
EXCEED: Extended Cohort for E-health, Environment & DNA 
The Fenland Study
Generation Scotland 
GLAD: Genetic Links to Anxiety and Depression Study
MCS: Millennium Cohort Study
NCDS58: 1958 National Child Development Study

Next Steps
NICOLA: Northern Ireland Cohort for the Longitudinal 
Study of Ageing 
NIHR BioResource_COPING: National Institute of Health 
Research BioResource, COVID-19 Psychiatry and 
Neurological Genetics Study
NSHD46: MRC National Survey of Health and Development 
Cohort/1946 Birth Cohort 
TRACK-COVID Study
TwinsUK
Understanding Society - the UK Household Longitudinal 
Study

ukllc.ac.uk
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Using SeRP (serp.ac.uk) secure analysis platform
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Environmental & 
neighbourhood
• Air pollution
• Noise
• Greenspace
• SES & demographic
• Service provision

Modelled & 
Geocoding 
underway

20+ Longitudinal Population 
Studies
• COVID-19 collections (Questionnaires, Serology)
• SES & demographic
• Baseline physical & mental health
• Baseline family, SES and life-course indicators
• Genetics

NHS COVID-19 datasets
• GP Data
• Vaccinations
• COVID-19 test data (Pillar 1-3)
• Accident & Emergency
• CHESS 

Wider NHS datasets
• Hospital Inpatient data
• Cancer & mortality registers
• Community Mental Health (MHSDS, IAPT)
• Prescribing data

Administrative records
HM Revenue & Customs
• Employment, earnings & benefits
Department for Work & Pensions
• Pensions & benefits
Department for Education
• Education pathways & attainment

Negotiating 
data access

A globally unique cross-cutting resource

UKLLC  July 2022



Social Licence
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https://jme.bmj.com/content/41/5/404.short

https://www.ukri.org/publications/longitudinal-
studies-understanding-population-data-for-
inclusive-research/

To be seen as publicly and politically 
acceptable, any data use will need a ‘social 

licence’ that is achieved through setting 
conditions that extend beyond legal 

compliance and data protection and 
encompass ethical standards, the 

respect of individual rights and the 
delivery of public benefits.



A Social Contract with LPS participants
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https://wellcome.org/sites/default/files/public-attitudes-to-
commercial-access-to-health-data-wellcome-mar16.pdf

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9053133/

Exemplar from the ALSPAC cohort

https://www.bristol.ac.uk/alspac/participants/using-your-records/



The UK LLC public involvement framework
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Transparency – UK LLC
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https://ukllc.ac.uk/



UK LLC Commitment to 
Participants
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• We never use personal identifiers such as your 
name or address in any of our research.

• We only use personal identifiers such as your NHS 
number to link the information you give your study 
to your health records.

• This de-personalised data is used solely for research 
in a secure, confidential space, called a “Trusted 
Research Environment”. Results cannot leave the 
environment until an independent checker has 
confirmed that no individual can be identified.

• Approved researchers can only access the Trusted 
Research Environment once they and their 
research question have been checked and 
approved.

• No data is shared for profit making purposes. We 
do not sell your data, and we never will. Any 
researcher using your data signs up to this 
commitment.

• As a community of studies and data scientists we 
manage your data ourselves. We do not outsource 
to private companies.

• Our ways of working are reviewed by independent 
ethics committees and volunteer study members.

https://ukllc.ac.uk/



Setting a ‘reasonable expectation’ for UK LLC
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Good practice example consent materials from ALSPAC
• explaining the purpose of using record linkage in ALSPAC
• providing a means to object
• based initially on Opt Out (supported by s251)
• explicit Opt In (where practicable)
https://www.bristol.ac.uk/alspac/participants/using-your-records/ 

Good practice example Fair Processing materials from Born in Bradford 
• explaining the new way of using participant data (UK LLC)
• providing a means to object
• achieving a equivalency of governance with other UK LLC studies

https://borninbradford.nhs.uk/news-events/bib-newsletters/ 

PPIE 
Informed

PPIE 
Informed



Conclusions

17 UKLLC July 2022

• UK LPS have 75 years experience of managing ‘consent’
• Consent is fragile but critical to trust relationships
• Consenting can exclude the vulnerable and marginalised and thus bias research and 

harm the fairness of potential public benefits
• This fairness aspect challenges explicit consent as the ‘ethical’ gold standard
• but opt-in consent should be collected where practicable
• Where opt-out approaches are used then study objections and National Opt Out 

must be respected (upholding participant rights)
• Flexible mechanisms are needed to manage ‘reasonable expectations’ over the long-

term
• These mechanisms must be co-developed with participants

LPS & UK LLC provide examples as to how ‘consent’ can be managed over long-

periods of time, and in relation to new-ways-of-working in a fair, transparent way 

that uphold rights, autonomy and maintain trust.
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A collaboration to benefit public health
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Questions?


