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Partners on the Research Journey – An Ethics Perspective
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Including people with intellectual disabilities and those who support them in research involves numerous complex relationships and complex partnerships. Even projects that appear relatively straightforward in their aims, and simple or traditional in their methods, can result in all concerned embarking on a journey of negotiation and co-construction of what it means to be part of the process.

Since the Declaration of Helsinki in 1964, our research partnerships and the maps followed to guide the research journey have been dictated to a large extent by ethical guidelines. These guidelines were developed with the primary aim of guarding against the sorts of atrocities or simply unethical practices that reached the public eye largely between the end of World War II and the mid-1970s. These examples of unethical research demonstrated not only exploitation of vulnerable groups, but also how some researchers saw themselves in relation to those they researched. Not all examples pointed to callous motives. Some researchers appeared motivated by a belief in the ultimate benefits that could follow from their studies: if not for the participants, then at least for the group they represented or the community at large. In reflecting on these studies, some parallels in contemporary research become evident.  

The principles of beneficence, respect for autonomy, and justice have been evident in the attempts of various government and research bodies to regulate research activities. Beecher (1959) argued, however, that such regulation cannot safeguard against unethical research – ultimately, researchers have the moral responsibility to ensure ethical conduct. In fact, Human Research Ethics Committee set requirements that may be considered minimal. Consideration of researcher-participant partnerships requires serious consideration of the implications of each individual requirement within formal guidelines for the ethical conduct of research (including those from the Helsinki Declaration, 1964). 
In this presentation, the beginning and end points of the research journey will be explored according to the signposts of ethical concepts: being informed, understanding risk, voluntariness, coercion and power relations, beneficence, and privacy. This exploration will involve consideration of the nature of the relationships and partnerships between the various players in research. It will also explore how their understanding and experiences of what the research is about creates detours, and often wonderful adventures, along the research journey. Such detours will be exampled from the presenter’s research experiences and demonstrate that, although research always has a journey end, it may not be at the place anticipated.  Such is the reality of complex relationships and partnerships.
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