Ethical, Legal and Social Issues in DPUK
Work Package 12
Objective(s):

Using empirical research focused on participants and researchers to
examine the ethical, social and practical issues in the development and
implementation of DPUK.
Additionally, to explore and advise on the important issues when recontacting cohort participants for experimental medicine (EM) studies.

Overview Summary:

Through qualitative research with cohort researchers, this work
demonstrated the complex interactions involved in establishing
platforms for data science and experimental medicine for dementias
research in the UK. Through work with cohort participants, this study
was the first in the UK to solicit participants’ views on re-contact for
further research studies.
Dementias Platform UK (DPUK) marks a new phase in the
development of data science and experimental medicine for UK
dementias research. Drawing on relationships with pre-existing
studies and participant populations, DPUK has the potential to
impact on researcher practices and participant experiences of
dementias science. The report from this workpackage examined
the ethical, social and practical issues related to the development
of a cross-cohort data platform and the potential re-contact of
participants from existing cohort populations. Based on empirical
research with researchers and participants, the work provided
recommendations on key ethical, social and practical areas.

Executive Summary:

The report provided recommendations in the following areas:
 Ethical practices in the development of a cross-cohort datasharing platform;
 Re-contacting cohort participants for experimental
medicine studies;
 Participants' social and ethical concerns around datasharing and linkage;
 Social and ethical issues around re-contacting cohort
participants for experimental medicine studies.
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the development of pre-symptomatic biomarkers for dementia'.
Invited Symposium Paper, Navigating Impasses in Bioethics:
Rethinking Ill/Health 2015, Von Hugel Institute, St Edmund's
College, University of Cambridge, Cambridge, UK.
Audience: Public health, bioethics of public engagement and
recruitment
Detailed report-“ Ethical, Legal and Social Issues in DPUK” available on
DPUK website:
https://www.dementiasplatform.uk/publications/ethical-legal-andsocial-issues-in-dpuk-full-report
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Use of facilities &
resources
Most successful outcome and what it means for future dementia research:
The work highlighted that cohorts remain highly cautious when it comes to re-contact of their
participants for new EM studies. There is concern that if cohort members agree to participate in
EM studies they may be less willing to undertake further work within the cohort and this could
have a negative impact on the parent cohort. This finding has directly influenced the development
of the DPUK Clinical Studies Register (work package 18) where new participants sign-up to
participate in EM studies within a governance structure which has the necessary ethical approvals
Lessons learned:
 DPUK's guidance on EM studies should prevent overburdening of cohorts and address participants’ motivations
to participate. This guidance must also make it clear there
are no obligations for cohort participants to take part in
further studies and that withdrawing from a study is possible
at any time;







Other:

The DPUK web-site should have better visibility of
policies/agreed protocols and practices related to data security,
including a description of sanctions for data misuse;
Communication/ public engagement activities should be
undertaken to increase trust around the role of industrial
partners plus highlight the security controls governing the
work of public or industry researchers;
Further public and research engagement activities would be helpful
to highlight (i) the role of healthy participants in data studies and
(ii) the current limitations of pre- symptomatic biomarker
studies for dementia research.

