CHAPTER 10

THE DEATH OF A PARTICIPANT: MORAL OBLIGATION, CONSENT AND CARE IN QUALITATIVE LONGITUDINAL RESEARCH

Rosalind Edwards and Susie Weller


INTRODUCTION

In this chapter we draw on a qualitative longitudinal study that tracks the lives of over 50 young people, to explore the ethical dilemmas arising from the death of one of our participants, killed in a traffic accident. These dilemmas were amplified by the long term nature of the study, where we experienced a growing sense of interest in, responsibility towards and emotional connection with our project participants and their families (Weller 2012a).  The relational aspects and commitments of research become dominant in qualitative longitudinal research, where researchers meet participants, hear about, follow and analyse their lives, over the years (see also Chapter 12 by Wood and Kidman in this book).  This sustained research connection shapes not only the reflexive ethics of both day-to-day research practice (Warin 2010), but also responses to unexpected research incidents.

Our ‘Your Space! Siblings and Friends’ study forms part of the multi-project Timescapes programme: the first major qualitative longitudinal study to be funded in the UK[endnoteRef:1].  The in-depth Timescapes social research offers unique insights into incremental and cumulative processes; trajectories and pathways; and change, adaptation and continuity, over time in individual and family lives.  Over a period of around eight years we have documented the meanings, experiences and flows of young people’s prescribed (sibling) and chosen (friendship) relationships, exploring how such relationships relate to their sense of self as their individual and family biographies unfold. Our participants were born between 1989 and 1996 and come from a diverse range of backgrounds and locations. To date they have been interviewed in-depth on three occasions or ‘Waves’ (2002/05, 2007 and 2009) using in-depth interviews and a variety of interview tools (Hadfield et al. 2005, Weller 2010, Weller et al. 2011).  Participants have also taken part in a range of postal, email and internet-based activities between interviews, and have been sent regular project newsletters.  With participants’ permission, anonymised data from our study has been placed in the Timescapes Archive for use by other researchers.  Archiving research data for the purpose of sharing it brings about additional ethical considerations on top of those arising from the data collection and writing up process, such as balancing obligations to participants in relation to obligations to data quality for the Archive in the negotiation of anonymity (Hadfield 2010), as well as the particular issues that we discuss in this chapter. [1:   Funded by the Economic and Social Research Council, 2007-2011, under grant number RES-347-25-0003.  See www.timescapes.leeds.ac.uk for details.] 


The issue of ethics in research with children and young people has been subject to much attention (e.g. Morrow and Richards 1996, Greig and Taylor 1999, Matthew 2001, Alderson and Morrow 2011; and also contributions to this book).  In particular, such work often seeks to overturn constructions of childhood and youth that position children and young people as dependent on and regulated by their parents and other adults, not fully competent to understand the research process and thus consent to participation in research for themselves.  Rather, this work stresses treating children as autonomous and competent individual social actors who, given appropriate information, can make decisions and consent for themselves.  Beyond this autonomy/dependency axis of discussion, however, qualitative research generally, and qualitative longitudinal research such as our study in particular, has highlighted: the continuous negotiation and evolution of informed consent; confidentiality, including within families where more than one member has participated in the study; anonymity, especially in the preparation of material for the Timescapes Archive; the complexity of intrusion and privacy over the long term; asymmetrical and interdependent shifting power relations; the effect of the research on both researchers and researched; emotional involvement and problems of closure – all of which can be intensified in researching children and young people (Kemper and Royce 2002; McLeod and Thomson 2009; Saldana 2003; Ward and Henderson 2003; Yates and McLeod 1996; and for our study see Weller 2012b).  Indeed, several of these ethical concerns were thrown into sharp focus following the death of one of our participants, Dan.[endnoteRef:2]  Where did our moral obligations lie – with Dan or with his grieving family?  Did promises of confidentiality hold in this situation, or did his family now inherit Dan’s data?  Below we outline the key ethical dilemmas we faced in the aftermath of Dan’s death, and consider our approach to dealing with them. [2:   Participants selected their own pseudonyms.] 


THE DEATH OF A PARTICIPANT: TWO KEY DILEMMAS

Dan was a working-class, White-British young man, who lived with his parents, an older brother and sister and two younger brothers, in a small village in South-East England.  He first took part in ‘Your Space!’ in March 2003 when he was 11 years-old. He was re-interviewed in November 2007, aged 16, during which time he was attending a school for young people with additional educational needs. Some months later he completed one of our interim postal activities, in which he indicated that he wanted to follow in the footsteps of relatives and have a career in agriculture, as well as his hope to have a family by the age of 25.  At 18, Dan was working in his chosen career, and we were in the process of organising a third interview with him shortly before his death in October 2009. After several unsuccessful attempts to reach him on his mobile phone we rang the family home one day in November, and learnt of his recent death in a late night car chase, which also left his girlfriend paralysed. We were shocked by his death and the circumstances surrounding it, and were left feeling that we knew Dan and yet did not know him at one and the same time. We sent a condolences card to his parents and siblings, prior to reflecting on two key ethical (and legal) issues concerning the data we had gathered from him. 

The first dilemma propelled our longstanding moral and professional commitment to Dan to ensure the confidentiality of his data up against our sense of moral responsibility to his parents and siblings brought about by his death. Although we spoke to his parents initially to set up interviews, we had never had much face-to-face contact with Dan’s family beyond seeing them in passing when visiting to interview Dan.  Nonetheless his family had been part of the research process for seven years. In a sense, some of our emotional connection to Dan, inherent in a professional commitment built up over years, became extended to his family upon his death.  Weighing heavily for us, we felt that we ‘held something’ material of Dan, while his parents and siblings had lost their son and brother. We deliberated over whether to offer his family a selection of ‘non-sensitive’ audio extracts from his interviews, such as a sample of him discussing his interests. Indeed, it was the sound of his voice rather than his words about any topic that felt more poignant to share.  In one of the few discussions of the consequences for researchers of a participant’s death (see also Kellett 2005; Sparkes et al., forthcoming), Les Back briefly describes a similar feeling on learning that one of the men in his research had died:

I remember a young football fan I interviewed in the 1990s called Carl Prosser.  We talked in a local pub for three hours about the triumphs and tribulations of being a devotee of Millwall Football Club.  He died in his early 30s.  I was holding a full three hours of his emphatic talking, jokes alongside reflections on serious political matters.  I had unwittingly become the custodian of his trace in life and the auditory imprint of the person he was.  Through a mutual friend I returned the tape and copy of his voice to his family and his mother.  Here the value of the interview might be different conceived as containing an inventory of traces of life passed in living.
(2010, p. 13)

Back does not record any dilemmas over the right course of action, perhaps because the interview did not touch on family relationships and/or because of his terming it a ‘return’ of the tape to Carl’s family as if it/Carl was theirs in the first place and he had only borrowed it/Carl for a while.  For ourselves, however, there were several nagging issues.  Did our sense of moral obligation to Dan’s family cut across the promise of confidentiality we made to Dan during his Wave 1 and 2 interviews, or did Dan’s death change the context and standing of that promise?  Did the fact that we never offered any of our participants complete confidentiality, telling them that if they mentioned something about their lives that really worried us then we would discuss with them whether we needed to tell someone else, already open up a chink in the armour of confidentiality?  If we did feel it was acceptable ethically to share aspects of Dan’s data with his family we were then faced with another set of deliberations around what constituted ‘non-sensitive’ material and what to include and exclude. For instance, Dan had voiced negative as well as positive thoughts about his family life and relationships. We imagined listening to the more poignant disclosures could further upset his family.  But were we in a position, and should we be the ones, to make such judgments? 

The second dilemma revolved around the nature and standing of Dan’s consent to archive his interviews.  The need for ‘informed consent’ is an accepted fundamental feature of the ethical guidelines of professional bodies and the practice of many researchers – although we can never gauge fully whether (adult or youth) participants understand the nature and purpose of the study (Cloke et al. 2000, David et al. 2002, Weller et al. 2011).  In the field of childhood and youth studies, it has long been understood that negotiating informed consent is not a clear-cut or one-off process, and this is especially the case in longitudinal work. Our view of good ethical practice led us to treat informed consent as an unfolding and iterative process over time (a view shared with Wood and Kidman in Chapter 12 of this book). We sent information leaflets to participants prior to each interview, describing the aims, process and potential outcomes of the research, including reference to deposit in an archive in the Wave 2 leaflet.  We then discussed and answered questions about the study at the start of each interview, after which we asked our participants if they would consent to taking part. At the end of the interview we asked participants if they consented to us using their material in our research.  Prior to Wave 3 we provided them with more detailed, written information about the purpose and process of archiving project data, and at the end of the interview itself we discussed it and asked them to consent to anonymised versions of their material being deposited in the Archive for use by other (registered) researchers.  No data was prepared for deposit prior to receiving signed consent at the end of the Wave 3 interview.

Dan had given verbal agreement for us to use his material in our research in Waves 1 and 2, and in the latter interview made an (audio-recorded) general assertion that we could archive his data.  But Dan had died before he was about to participate in Wave 3, and did not have the opportunity to consider giving written consent.  Could we archive his data on the basis of the loose verbal consent we recorded in 2007, or should we omit his data from the Archive?  Perhaps we could seek consent from Dan’s next of kin, although what would we do if his parents denied permission, given Dan’s existing verbal consent?  And would the implication of asking them be that Dan’s parents ‘owned’ his data and could demand their own copies?[endnoteRef:3] [3:   See also Andrew Sparkes and colleagues (forthcoming) for similar sorts of dilemmas around use of a pseudonym, ‘ownership’ and control of data, and the involvement of family, in the case of the death of a young elite athlete from cancer in a qualitative longitudinal case study.  In contrast, in the context of the death of a girl with profound learning disabilities in her intervention research study, Mary Kellett (2005) remarks that the wishes of bereaved relatives and friends should always come before research use and dissemination – a dilemma that she did not actually face herself.] 


NEGOTIATING ETHICAL DILEMMAS IN QUALITATIVE LONGITUDINAL RESEARCH

Consultation has formed an important part of our study throughout.  We have an  Advisory Group of national and international academics, and practitioners working in a range of youth and family-oriented organisations. We also have a Panel of Advisors involving four project participants (see Weller et al. 2011). In the face of the ethical dilemmas surrounding Dan’s data we consulted our Advisory Group as well as colleagues from the overall Timescapes Programme, by email, putting the concerns that we have outlined above to them.  We overview the nature of the email responses that we received here, looking at the ethical considerations and consequences our advisory group and colleagues drew to our attention.[endnoteRef:4]   [4:   Anonymised quotes are reproduced with the sender’s permission.  See Edwards and Weller 2010 for a report containing all the responses we received.] 


In connection with our first dilemma concerning the tension between our promise of confidentiality to Dan and our feeling that his parents should be offered a copy of the sound of his voice, this seemed to be a moral responsibility that many understood.  The context of the Archive, where Dan’s interviews would be lodged and available to others, was taken into account as a warrant for setting aside the principle of confidentiality in this particular instance.  As one response put it:

I have in my mind how strange it would seem in these circumstances for the archive to potentially be in a position to preserve Dan’s words - & especially his voice – while his parents may not have access to it.

Two of our colleagues conducting qualitative longitudinal research as part of Timescapes recounted their own actions following the death of a participant in their respective studies.  In both cases, they had contacted the family and provided them with some or all of the material that they had collected.  One of these projects generated oral histories from older people and – rather like Les Back – the researchers saw value in this interview data as a type of inventory of a life lived, and as memories that had been recorded as much for their families as for the research and the Archive.

The selection and nature of the material from Dan’s interviews that we might offer his parents was often left with us, with our respondents feeling that we were best placed to judge what might or might not be  too sensitive to hand over.  Here, our situated knowledge was regarded as the basis for ethical conduct, rather than a decontextualised point of principle.  One person, however, did make the point that we could not possibly know what would or would not upset Dan’s parents – they may be well aware of his feelings that he had not been the favoured son for example.  In this view, while providing interview material to Dan’s parents may be ethical, making judgements about what should or should not be included was not.

A more fundamental, and very thought-provoking challenge was to our whole idea of a dilemma created by a moral responsibility to a young person’s bereaved parents because we held his interview material.  One of the people we consulted reflected that:

In this case, Dan’s withdrawal form the study has been caused by his tragic death, but if he had withdrawn for any other reason … and not be in contact with his family or the research team … this could be just as upsetting for his family and yet his confidentiality be maintained … I’d also encourage you to look more closely at the notion that you ‘have’ something that they don’t.  Dan will have had all sorts of relationships that excluded his parents and in that sense, they never did have all of him.  You may want to offer them extracts from the data .. but again, would you want to do this for parents whose son had left home and cut off all contact with him because of irreconcilable conflicts?  Parents in this situation may also long to hear their lost child’s voice, but would you be willing to do this?

This colleague’s questions also raise the spectre that we were more preoccupied with our own desire to reach out to Dan’s parents than with any need on their part.

Our second dilemma concerned the standing of Dan’s consent to the archiving of his data, and whether or not his parents should be involved.  There was a strong consensus that Dan’s general verbal consent was sufficient and should stand (perhaps not an unnatural conclusion from consultation with a body of social researchers):

If Dan had a problem with you using this information I think he would not have verbally agreed to participate in the study.

The consequences for our treatment of Dan’s parents that stemmed from this ethical resolution, however, were not so clear-cut.  For some, they had no role to play in the face of Dan’s autonomous action:

I feel that it is not their decision to refuse whether Dan’s data can be archived as this was an agreement which you entered into with Dan – not his parents.

The legal as well as ethical standing of Dan’s consent and the position of his parents was discussed, for example a parallel was drawn with next of kin having no rights to know about a patient’s medical information.  For others, while Dan’s consent stood and his parents may not have the ethical or legal right to demand withdrawal of his material from the Archive, nonetheless an ethical way forward was to negotiate the fact that it was being archived with them in a slow and careful fashion:

You may not be able to work out what to do for the best without taking some small steps to talk to his parents and find out how they see things.

Providing an explanation that Dan had consented to his interview material being archived and that we had promised him confidentiality was mentioned as a way of helping his family to understand that the data was not theirs.

A couple of our respondents made the suggestion that we might like to interview Dan’s family members and archive these interviews alongside his own, so that they had the knowledge that their version of Dan was represented in the Archive, as well as for further research enlightenment:

… to get a sense of how that person was now remembered, how they survived in the family [through memories].

We found each of the replies we received helpful in thinking through how to negotiate our key dilemmas. It was apparent from the variety of thoughtful responses from experienced researchers and practitioners that there was no, one solution to the issues that we felt that we faced, so we decided to do what seemed morally caring to us. In considering the advice offered to us by our Advisory Group and Timescapes colleagues, our thinking about how to be morally caring was shaped by a feminist ethic of care.  Elsewhere we have each respectively reviewed feminist ethics of care theories and approaches generally (Phillips et al. 2012) and drawn out their implications for moral deliberations, choice and accountability on the part of researchers throughout the research process (Edwards and Mauthner 2002).  

Mainstream models of research ethics usually are predicated on how to act to eliminate conflicting sets of rights claims and competing responsibilities, stressing actions in accordance with abstract and universal rules.  These actions may be determined by an ethics of principles.  If a researcher makes decisions that are driven by intentions such as honesty, justice and respect, then their practice will be ethical.  In other words, ethical means justify the ends regardless of consequences.  Alternatively, researchers’ actions may be judged by their consequences, such as increased knowledge.  If a researcher’s practice achieves good outcomes then their actions are ethical.  Here, the ethical ends justify the means regardless of intent.  In some contrast, a feminist ethics of care is concerned with how to deal with conflict, disagreement and ambivalence through processes that emphasises care and responsibility, rather than rules of conduct determined by abstract principles.  It is based on feminist-informed social values that are contingent rather than universal, explicitly advocates a ‘partial’ stance based on analysis of power relations between those involved in the research and society more broadly, and admits emotion into the ethical process.  There are a range of feminist perspective on an ethics of care, debating the extent to which they are in conflict with or encompass justice and rights-based ethical models.  Our position aligns with Selma Sevenhuijsen’s (1998) reformulation of justice as a process rather than a set of rules, that is part of a feminist ethics of care rather than separate from it – integral to the process of making caring and ‘care’ful judgements that are rooted in practical knowledge and attention to the detail of the specificities of situated relationships and circumstances in time and place.  As such, a feminist ethics of care provides guidance rather than rules in helping researchers to think about how they can deal with ethical dilemmas (Edwards and Mauthner 2002).  

From this situated, caring perspective on ethical practice, our considerations led us to place any ‘in principle’ rights to confidentiality or to information, the standing of informed consent and so on, in the specific ‘in practice’ circumstances of a piece of qualitative longitudinal research (see also Chapter 8 by da Silva and Chapter 11 by Hauge in this book for discussion of other examples of the situated nature of ethics).  This piece of work involved us in a particular set of relationships in a grounded context: as researchers with obligations to professional practice and to archiving our data, we had come to hear a series of accounts of his life from a young man as he passed from childhood into adulthood, and who was firmly embedded in a set of loving, and at times troubled, family relationships that he valued.  We also situated this within the practical and emotional context of the end of the young man’s life where we felt a loss to our longitudinal research knowledge generation, and empathy with parents whose relationship with their son could now exist through memories only.  Any possibility of a ‘continued becoming’[endnoteRef:5] of Dan had been cut short for both researchers and Dan’s family. [5:   This phrase is borrowed from a talk given by Liz Stanley on theorising ‘the epistolarium’ (cited in McLeod and Thomson, 2009: 61).] 


As a result of what we felt were careful deliberations around relationships and obligations rooted in the minutae of grounded knowledge, we followed up our condolences card by writing to Dan’s parents.  We waited until after the Christmas and New Year period subsequent to his death in October to do so, on the assumption that this time would be particularly difficult for them. In our letter, we offered Dan’s parents and siblings the opportunity to archive any memories of him alongside his research data if they wanted to – an offer that in effect was informing them that Dan’s research data was being archived. Taking a feminist ethics of care perspective, we felt that this course of action enabled us to work with the tensions and ambivalences around our separate and overlapping obligations to, respectively, the archive, Dan and his family.  We also offered them a sample of Dan’s voice. We ended our letter by saying that if they did not contact us we would understand that they would prefer not to be involved in these ways in an attempt to balance between the careful ethical practices of offering them involvement and of respecting their privacy. 

Dan’s mother eventually responded to tell us that they would like a DVD of extracts from his interview, and also to have their memories recorded for deposit in the Timescapes Archive. Here again, we drew on a feminist ethic of care, working with practical knowledge of the situation, acknowledgement of emotions, and exercising careful judgement.  Thus, for the DVD, we excluded any discussion of family members and friends.  Rather, we identified a passage where Susie explained the research to Dan for context, followed by some extracts from his last interview, age 16, where he discussed his interests and his career aims. Susie then arranged to deliver the DVD to Dan’s mother personally, and to record a discussion with her if she still wanted to do this.  Indeed, ethical and caring conduct was at the forefront of Susie’s mind in this outcome from the ethical dilemmas created for us by Dan’s death, as this extract from her fieldnotes makes clear:

… visiting the family felt very different; the boundaries and purpose of our discussion was less clear. I was concerned about long silences, upsetting Dan’s mother further and about explaining that his interviews were confidential for fear that she might wish me to divulge all that he had said … Despite my anxieties the visit went as well as could be expected given the circumstances … At no point did she enquire what Dan had discussed and completely respected the confidentiality of his interviews. Occasionally she broke the conversation to show me photographs, sharing all they had done to keep his memory alive. She also took me to the area in the house dedicated to his memory, where his ashes stood on a small table surrounded by photographs and candles … After almost an hour we moved on to talk about ways in which she could record memories of Dan for the Timescapes Archive. She was unsure how best to do this and did not feel confident in talking in an unstructured way or in writing her thoughts. Instead she suggested I ask her questions … on leaving [I] agreed to send her a copy of the transcript of her memories before depositing them in the Archive. She also gave me a photograph, which she felt best represented her son … I wholeheartedly believe that it was the right thing to do and that Dan’s mother appreciated the opportunity to share her memories. It appeared to be part of a series of activities she and her family had done to pay tribute to her son and ensure his memory lived on.

Thus negotiating a course of action for dealing with an ethical dilemma is not necessarily a final resolution.  Rather, it is a contingent process in which the actions to address one ethical dilemma can create and raise other, subsequent ethical issues.

CONCLUSION

We appreciate that the ways of dealing with the dilemmas posed by Dan’s death that we have described will not necessarily be judged by others as ‘the right thing to do’.  Such is the nature of a situated ethics that takes into account the particularities of context and specificities of relationships – relationships that inevitability involve networks of individuals with all their subjective feelings and assumptions, rather than abstract, objectified categories such as ‘researcher’, ‘interviewee’ and so on.  If there are no ‘in principle’ rules of intention or consequence to dictate the evaluation of what is ethical research action, then transparent practice is for researchers guided by a contingent feminist ethics of care to lay bare their ethical reasoning process for others to debate and judge – as we have done here.

All the ethical issues that may be raised during a project cannot be fully anticipated prior to the start of the research.  Certainly we had not expected to have to deal with the death of one of our participants, nor could we have necessarily predicted the feelings and ethical dilemmas that it would evoke and raise for us.  Our approach to ethics in social research meant that we become involved in complex deliberations over – for us at least – uncharted territory.  In summing up our predicament, one respondent to our request for guidance remarked that:

The issues you face seem to underline how important and potentially difficult it can be to treat our data with due care and attention; also how it brings into the frame the various people who become connected in some way to our studies – even if they are not main participants. 

Indeed, ethical issues and their resolution (however partial and contingent) are shaped by the context of the research and relationships involved over time, and in our specific case do not merely relate to the young people who participated in our research but often also their families.

A longitudinal perspective raises some interesting issues for youth research.  Not least, we would not have found out about Dan’s death and had to confront the issues raised had we not been conducting a qualitative longitudinal study, and attempting to make contact to interview him once again as part of another Wave of data.  More broadly, though, ethical debates and guidelines in the case of youth research often focus on research conducted at one point in time with a fairly specific and static age group. Longitudinal research, however, draws attention to temporality and the importance of considering the context of the research and relationships involved over time, both in forming the ethical dilemmas being faced as well as thinking about how to deal with them. The lives of our participants were and are not shaped merely by conceptualisations of childhood or youth within the dependency—autonomy axis, but shift across time. Our approach to ethical issues cannot, therefore, be continuously fixed within such frameworks.  Indeed, what we might feel to be an ethical course of action for our research at one point in time for our sample or any individual within it, may not hold true at another given point in time.
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