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ABSTRACT
Title: The embodied research participant: interests beyond interventions
Research topic
This paper proposes that the embodied interests and identities of participants in health research risk
being overlooked where the research in question utilises data or stored tissues, rather than direct
contact with participants’ bodies. It argues that recognising the potential role of embodiment in the
choices and experiences of participants is vital to ensuring ethical approaches to governing data- and
tissue-based research, and to the protection of participants’ interests in particular.
Method and context
The central conceptual and analytical framework on which this paper draws is one in which our selfconceptions are understood as constituted by our embodied narratives of who we are. From this
foundation, the potential contribution, value and risks of research participation to our self-narratives
is articulated. As such, this work is a bioethical inquiry, and contributes to wider debates about the
changing nature of health research and what this means for the shifting roles, identities and
responsibilities of participants and researchers.
Argument and implications
While it might be obvious how the embodied experiences of participants can be relevant to ethical
research practices in studies that involve physical interventions or examination of participants’
bodies – for example, taking tissue samples or administering drugs – it may be less obvious how or
why they are pertinent to studies that do not. Yet, increasingly, health research involves analysis of
vast datasets, biobanks and secondary uses of data collected for other purposes. The line between
patient and participant is also increasingly becoming blurred, for example, where health services use
genomic testing to aid diagnosis and care, while also seeking to use the results for research.
This paper identifies some of the ways that individuals’ embodied experiences and conceptions of
who they are may be implicated in, and impacted by, these kinds of ‘research without intervention’.
It further sets out what this could entail in terms of the expectations and interests of participants,
the roles and ethical obligations of researchers, and the nature of the research relationship.
It is proposed that some of the ways in which research participants’ embodied experiences and
interests might be engaged by data- and tissue-based research include: the possibility that
participation, especially in genomic research, could provide a means of enacting biological
relationships and associated responsibilities; perceptions of the use of materials sourced from one’s
body in research as the implication of the self in (un)ethical projects; and instances in which the
value of individual research findings to participants lies in their contribution to a self-conception that
supports the individual in navigating their embodied existence.
This paper concludes by outlining some of the responsibilities that may accrue to researchers as a
result. These include: recognition that several of the existing ethical norms of research practice, such
as one-off consent, and reliance on anonymisation, may not be sufficient to protect embodied
interests that follow tissues and data on their research journeys; and a possible role for researchers
as ‘interpretive partners’, supporting participants in understanding how research findings may (or
may not) provide useful tools for make sense of their embodied experiences.
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