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Research using data from electronic health records offers great potential in healthcare, but patients must be informed about how their data are to be used and for what purpose, argue John New and colleagues

Many areas of healthcare use electronic health records to document and store clinical data,1 and there is much interest in using this information for clinical research. However, such use is outside clinical care and requires patient consent if the data are identifiable.
Several approaches can be used to get consent for identifiable data being shared for purposes other than personal care. Organisations have tended to favour an opt-out model, believing that an opt-in approach based on active consent would be unfeasible or lead to a low participation rate. In both models, if not enough patients opt in or too many patients opt out, it could be argued that the data are no longer useful or generalisable.
NHS England’s care.data programme, designed to provide access to health and social care information from different settings, was abandoned, partly because it failed to provide clear information about how data would be used and win the confidence of patients and healthcare professionals.23 Patients must be informed of the intended uses and benefits of sharing their data for research to raise public confidence in data sharing and to avoid patients opting out. Here, we describe our experience of an opt-in approach for sharing electronic health record data and discuss it in the context of national and global approaches to consent for sharing health data in research.
Using electronic health records
Electronic health records can provide comprehensive data on medical history, prescriptions, and service use for large populations. They have an advantage over research databases in that there is no interviewer or patient recall bias (eg, adherence to medication can be estimated by … 
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