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Data Ethics
• Ethics requires going beyond legal compliance;
• Ethics considers not what we can do but rather what we should do – and what we should
not do;
• There are no simple solutions to ethical challenges, rather ethical approaches require
continual negotiation and judgement.
• Ethics is not just about avoiding negative impacts, but also about maximising the value
of digital innovation.

Responsible Research
Practices Guidebook
The purpose of this guide is two-fold:
1. To provide project teams with a means for
reflecting upon the steps taken to mitigate the
effects of social, statistical, and cognitive biases
throughout the project lifecycle, and
2. To report and communicate these methods in a
systematic, transparent, and accessible manner.
It has two main components:
– Bias Self-Assessment
– Transparent Reporting Reflect-List

https://alan-turing-institute.github.io/rrp-selfassessment/introduction.html

Forms of Bias: Epistemic and
Normative Concerns
• Epistemic concerns relate to the data and
algorithms used (i.e. Are there biases in the
data? Is the data used accurate and up to
date? Is it possible to scrutinise the data or
decision-making process?)
• Normative concerns relate to outcomes and
impacts on society.
Mittelstadt, B.D., Allo, P., Taddeo, M., Wachter, S. and Floridi, L., 2016. The ethics of algorithms:
Mapping the debate. Big Data & Society, 3(2), p.2053951716679679.

Example:
• Predictive policing algorithms are controversial partly because
the data used are often biased due to historic prejudices
shaping their collection (an epistemic concern) but also because
of value-laden decisions about the particular contexts and
purposes for which these algorithms are used (e.g. street crime,
but not white collar crime), with important social implications
(a normative concern).

Why, When and
How of Public
Engagement

Why engage the public?
• Normative: It’s the right thing to do.
• Instrumental: As a means to a particular goal.
• Substantive: To improve projects and their
outcomes, leading to benefits for participants
and wider society – establishing a social licence
for data practices.
Wilsdon, J. and Willis, R., 2004. See-through science: Why public engagement needs to
move upstream. Demos.

• Public Engagement relating to data-intensive health research takes place at
many different scales, including:
• Wide-scale public conversations about uses or potential uses of data in
health research;

When to
engage the
public?

• Informing or co-designing the development of policies or governance
practices relating to uses of data in health research;
• Engagement or involvement of members of the public in governance
decisions about data access and use;
• Engagement or involvement of members of the public at different phases
in particular research projects (e.g. setting research questions, reviewing
methods, reviewing choices about which data to use, reviewing findings);
• Analysing and disseminating the results of research using data in ways
which will support improvements in health care and systems.

How to engage the
public?
• Awareness Raising: information being
disseminated to the public.
• Consultation: information (including
ideas, preferences or concerns) is
sought from the public
• Empowerment: can occur through
developing skills, capacities and social
capital and enhancing democracy
Aitken, M., et al. "Consensus statement on public involvement and engagement
with data intensive health research." International Journal of Population Data
Science 4.1 (2019).

Concluding
remarks
• Ethical challenges relating to data practices
require consideration of diverse interests and
perspectives;
• Addressing challenges relating to bias and
unfairness requires engagement with impacted –
or potentially impacted – groups to ensure the
data collected and used, and innovations
produced reflect their needs and do not
exacerbate existing inequalities;
• Public Engagement is an opportunity to
strengthen research projects, inform ethical
practices and establish a social licence for data
practices.
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