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Aims
We sought to create a framework to inform UK policy and planning deliberations, and understand perceived barriers and facilitators to maximising safe and secure uses of health-related data. 
Project Outline/Methodology
Our mixed-methods study was undertaken in three phases. Firstly, we carefully searched for the ways in which routine health data are being used internationally (Phase 1). Phase 2 consisted of in-depth interviews with a range of experts to seek additional examples of innovative secondary uses, especially in the UK context, and validate the framework generated from the scoping review.  Interviews also explored perceived facilitators and barriers to maximising the beneficial exploitation of digitised health-related data. In Phase 3, the findings from Phases 1 and 2 were integrated to develop an up-to-date, UK framework for the secondary uses of health-related data which could serve as a resource for UK policymakers aiming to capitalise on the investments being made in eHealth systems.
Key Results
We searched nine international electronic databases, screened 16,806 titles and found 583 eligible studies. The scoping review identified secondary uses of digitised health-related data in the domains of: research (the largest category); quality and care of service provision; financial management; and education. Innovative uses were most evident in the research domain. Interviews (n=23) confirmed that innovative research using dataset linkages – both linking health datasets with each other and linking between health and datasets from other sectors – was expected to grow. It was important to reflect differences between secondary uses involving patient-identifiable data and secondary uses for research on aggregated de-identified datasets. Complexities and challenges highlighted by interviewees related to legislation, governance and public engagement.
Conclusions

Innovations in secondary uses for research promise new medical knowledge derived from dataset linkage studies, developments in personalised medicine and inter-disciplinary, evidence-based. policymaking. Distinguishing patient-identifiable data and de-identified datasets would increase conceptual clarity, while framing UK policy deliberations with reference to proportionate governance, evidence-based policymaking and the open government partnership framework would be helpful. Imposition of rigidity in a field characterised by “fuzzy” boundaries would jeopardise developments.
What does this study add to the field?
This is the first mixed-methods, detailed investigation of innovations in secondary uses of healthcare data especially in the context of the UK. Updating the content items of secondary uses taxonomies might not be required frequently given the similarities in content found in our work and previously developed frameworks in other countries; any rapid changes are more likely to arise from contextual factors, such as legislative changes, or within particular content categories, such as in dataset linkage research. 
Implications for Practice or Policy

Our framework of secondary uses of digitised health-related data provides a new resource for UK policymakers developing plans and policies related to secondary uses and maximising returns from substantial investments in NHS eHealth systems. It is also a resource for eHealth researchers and others with an interest in secondary uses of data.
Where to next?
This work has informed a follow-on application to the Health Foundation focusing on policy strategies to maximise the uses of digitised data.
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