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ABSTRACT
Personal sensing data about daily behaviours and mental health status can be beneficial for research.
However, the disclosure of such sensitive data may also bring negative consequences to those sharing
it. We propose a value-sensitive approach to designing open-access platforms for health research that
are attentive to the participants’ concerns and ethics. Building on the results of a recently published
interview study, we show how we went from value discovery to the implementation of a prototype.
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INTRODUCTION
Digital technologies allow a more efficient collection, storage and management of information, which
has opened new paradigms for health research. Data platforms containing aggregated information
of patients’ registers are now combining health information with mobile sensing on a large scale,
population level [1]. Health research can benefit from the detailed mapping of how people feel and
act, by drawing connections across symptoms, habits and disease evolution.
However, from the participant perspective, it can be daunting to contribute with such personal

and intimate information to unknown researchers [5]. Without considering ethics and participants’
perspectives, there is a risk that these platforms will not receive mass acceptance, therefore com-
promising inclusion and diversity of its contributors [4]. Therefore, ethical development in this field
requires a better understanding of what is essential for these users and how the design of future
platforms can contemplate that [3].
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METHODOLOGY
We used value-sensitive design (VSD) as a methodological framework for the design and implementa-
tion of a prototype [2]. The core VSD is on human values or “what is important to people in their lives,
with a focus on ethics and morality”. A core premise of VSD is that while people shape the design and
implementation of digital artefacts, in turn, these artefacts also shape human experience and society.

Values concern groups of people; therefore, investigations build on the values of specific stakeholders.
A recently published interview study revealed essential insights about participants’ perceptions of
sharing data for a health research platform [5]. Therefore, we started our design process by focusing
on this specific group: platform participants.
In terms of methodology, the value-sensitive design approach proposes conceptual, empirical

and technical investigations, which are intertwined and iterated through the design process. In
our project, conceptual investigations comprise theoretical or philosophical explorations of values
from specific groups stakeholders. These conceptual investigations take on previously conducted
empirical investigations. Then, working conceptualisations take the form of prototypes as a technical
investigation.

EMPIRICAL INVESTIGATION
The interview study [5] which served as the initial point of the process had the goal of investigating
how young individuals perceive the idea of contributing to a health research repository and how
they feel about sharing different data items. The study consisted of semi-structured interviews and
a card sorting activity with potential future participants who had not contributed to any research
data repository yet. The result of the analysis showed three main themes: reasons to contribute to
a research repository, characteristics of an ideal platform and the criteria for sharing the different
types of information. Even though this study has not explicitly engaged with values, we identified
two values recurrently associated with their themes, as described next.

CONCEPTUAL INVESTIGATION
Taking the participants attitudes and preferences about open-access platforms for health research, we
delineate the values we could extract from the findings. It is clear from the empirical investigations
that there is a desire from the participants for more agency and reciprocity. Agency regarding how
data is used and by whom and reciprocity related to the idea that those contributing to their health
data should be given direct benefits in return. Designing for more agency may consist of the addition
of ‘data controls’ mechanisms, which include the possibility of tailoring data access preferences over
time, for as long as this data is used for research. When it comes to reciprocity, a possibility is to
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offer participants access to the data collected to improve their health with the supervision of health
specialists, as well as be part of a community of participants.

Figure 1: Prototype based on participants values

TECHNICAL INVESTIGATION
Taking these two core values, we created a prototype (see Figure 1). Considering that an essential
aspect of the health platforms discussed here is the mobile sensing part, this prototype is for a mobile
app. Differently from existing market solutions, we arrived at this final results trough a value-sensitive
approach, which led to a stronger engagement with ethics. It should not be a burden to be part of the
project, but at the same time, possibilities for more control over data, engagement with the process
and alerts about research updates should be made available.
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Agency is materialised through flexible choices about the data, as well as how it is used in the
future. The interface provides clear and concise information about project goals, people involved,
source of funding, duration, the behavioural data to be collected, as well as an explanation on why
this data is necessary for the study. Participants are allowed to choose which data to share and with
whom. Given that human-data relations might change over time if data is ever reused, participants
need to be notified and allowed to refuse to share the data with other recipients. Notifications can be
customised and tailored to the participants’ preferences. The information is not overly technical and
focus on getting the message across people from all backgrounds.
Regarding reciprocity, complete access to all the data collected is available at all times, so that

participants can perhaps use it for their benefit. This data is provided in an easy to understand way,
preferably using visualisations and charts with a summary throughout the days. Furthermore, clinical
support and supervised feedback are offered so that participants are not left to their own resources to
interpret their health information. Remote consultations and contacts with specialists are included.
Moreover, engagement with the project is supported through the possibility of proposing questions
to be researched, social forums with other participants and researchers, as well as on-going updates
about the research process through the form of publications summaries, preliminary results, plans for
analysis and learning materials about the focus of the project.

FUTUREWORK
This project is a work-in-progress, and the next steps will include the investigation of other stakeholders
(researchers and clinicians) and their values. A critical analysis of existing health research apps will
also be conducted. We wanted to show in this short paper how we took a value-sensitive approach to
engage more ethically in the process of designing for health data platforms.
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