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There is growing interest in the development of novel approaches to secondary prevention trials in Alzheimer’s
disease to facilitate screening and recruitment of research participants and to reduce the time and costs
associated with clinical trials. Several international research collaborations are setting up research
infrastructures that link existing research cohorts, studies or patient registries to establish ‘trial-ready’ or
‘readiness’ cohorts. From these cohorts, individuals are recruited into clinical trial platforms. In setting up
such research infrastructures, researchers must make ethically challenging design decisions in at least three
areas: re-contacting participants in existing research studies, obtaining informed consent for participation in
a readiness cohort, and disclosure of Alzheimer’s disease-related biomarkers. These ethical considerations
have been examined by a dedicated workgroup within the European Prevention of Alzheimer’s Dementia
(EPAD) project, a trans-European longitudinal cohort and adaptive proof-of-concept clinical trial platform. This
paper offers recommendations for the ethical management of re-contact, informed consent and risk disclosure
which may be of value to other research collaborations in the process of developing readiness cohorts for
prevention trials in Alzheimer’s disease and other disease areas.
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