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Foreword

Barbara Monroe

Several writers in this book remind the reader of Dame Cicely Saunders’ use of patient narratives to shame, persuade and finally convince a reluctant health care environment about the need to transform the care of the dying by responding sensitively to the complex needs of patients as individuals within their family and community networks. Along the way the power of that story has sometimes been diluted and even overcome by more powerful narratives. Today health care is once again paying attention to patient and carer stories – user involvement and empowerment is a key part of most end-of-life care strategies, with patient narratives becoming a powerful lobbying tool and ‘personalised care’ emerging as a significant agenda.

This book is timely, relevant and challenging. It invites us to explore the myriad purposes, meaning and value of stories. Stories help us to find coherence in our lives; to understand our past and to know that despite all obstacles, we can fashion our own future. Stories can help those whose lives have been disrupted by life-threatening illness to grapple with new ways of responding to a hitherto unimaginable future. Listening attentively to individuals can help them to discover a new sense of themselves and the meaning of their lives and develop enhanced confidence and self-respect. When we bring dying individuals together, either in groups or simply by sharing the experiences of others, we begin to offer them alternative possibilities, new versions of the future. Good care helps to remind people that whatever the pain of what is happening now, it should not and cannot engulf the rest of their lives. It is one chapter among many and individuals can still choose to be author of their futures. My personal encounters with dying people and those close to them have convinced me, like many clinicians, that stories can become vehicles for truth and that such truths can carry healing.

This book does not ignore the problems of narrative work, nor the importance of the ethics surrounding it. Arthur Frank memorably outlines the ‘trickster’ dangers that constantly lie in wait in the use of narrative in end-of-life care. Stories are not always benevolent in their impact and our hearing can be sadly unidimensional. He describes how coercive other people’s dominant narratives can be: for example, explicit or implicit exhortations to see illness as a ‘battle’ or to be grateful for the ‘benefits’ it conveys. Frank also notes the power of institutional narratives to silence or distort individual goals. Gail Eva emphasizes how professional assessments of patient stories and their reliability can affect access to services. Set against these caveats are magnificent examples of the power of stories to create new possibilities. Patsy Way describes work with bereaved children and their families where stories are used to break the silence that so often descends and to suggest new ways of remembering the past and alternative identities for the future. Jonathan Koffman’s thoughtful analysis of his own research efforts demonstrates how sensitive listening can generate new understandings about the complex meanings individuals attribute to illness and symptoms.

The value of narrative work is not limited to the patient. Gunaratnam and Oliviere’s well-organized volume begins with an examination of the theoretical concepts of narrative and story and the value of narrative-based evidence and research. It then explores the role of narrative in influencing service development and finally the power of storytelling and making in direct clinical work. The book also demonstrates the value of stories in the training of health care professionals and in campaigning and advocacy.

The experience of life-threatening illness or bereavement can leave us bewildered, confused, and isolated: alone with fragments that make no sense. Telling the story to someone who listens carefully and without prejudice can both heal and help the hurt individual to find a new sense of meaning, purpose, and control. This book is a comprehensive guide to the issues and the possibilities of narrative and stories in end-of-life care.
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Introduction

Yasmin Gunaratnam and David Oliviere

Irene, a patient at a London cancer hospital, took just six minutes to tell her story, with ruminations on care, treatment, death, and bereavement. She began with ‘This is a wonderful place . . . they have a cure for everything’ and ended with ‘They are just going to get me through to Christmas . . . and then decide what to do with me. I’m worried about Bill looking after himself ’.

Clinically and therapeutically, stories and narratives are integral to the provision of care. As a form of expression, stories can draw near to the inter-connected holism of experience (Polkinghorne, 1988), a point recognized by D.H. Lawrence when he wrote, ‘The novel is the highest form of subtle inter-relatedness that man has discovered’ (quoted in Leavis, 1967: 11). A story conveys information about events, and emotion and knowledge; it can affect the listener/reader and a situation; and it allows us to acknowledge the person and affirm their narrated experience (Frank, 2000). In health and social care, it has been argued that narratives and stories have specific significance (Frank, 1995; Froggett, 2002; Mattingly, 1998). Those who are ill can use narrative to make sense of the ‘biographical disruption’ (Bury, 1982) and losses of illness (Williams, 1984), and professional narratives can function to maintain identity (McDermott et al. 2006), and as fora for imaginative projections (Becker, 2005) and ethical deliberation (Gunaratnam, 2008).

This concern with the workings and the effects of narratives and stories is central to this collection of essays. In their contributions, authors – many of whom are recognized as leading experts in their fields – demonstrate and reflect upon the use and value, but also the unsubstantiated claims and shortcomings of narrative approaches in palliative and end-of-life care.

As an entry into narrative work with people who are ill and dying, we turn to questions of shared meaning, language, and terminology that are the basis of active participation in both dialogue and community. For the purposes of this book, we recognize that narrative approaches encompass a range of media, from the written and the spoken, to rituals and art (Romanoff and Thompson, 2006). The distinction between a ‘story’ and a ‘narrative’ is also significant, and we have drawn from the work of John Paley and Gail Eva (2005) who offer the following definitions: a story involves ‘an interweaving of plot and character, whose organization is designed to elicit a certain emotional response . . . while “narrative” refers to the sequence of events and the (claimed) causal connections between them’ (p. 83). In this sense ‘narrative’ is a common denominator: all stories are narratives, but not all narratives have the organizational structure or evoke the emotional reaction of stories (Paley and Eva, 2005).

The distinction between narratives and stories is not simply linguistic and conceptual and marks the use of the terms as work in the caring professions. At a broad level, the academic literature tends to address and engage with ‘narrative’, while practitioners, particularly those working with psycho-dynamic and artistic methods, refer to ‘stories’ and ‘storytelling’; a difference and tension that is related, undoubtedly, to divisions between ‘objective’ and ‘subjective’ approaches to human experience and which open up questions about ways of knowing, relating, and working.

Such questions underpin the contributions that follow and relate to our concern about the development of narrative work as a craft involving the use of skills, tools and judgement, a connecting of hand and head, and a desire to a do a job well (Sennett, 2008). Using the scholarship of the political philosopher Hannah Arendt (1958/1998), Sennett identifies two predominant images in modern thinking of people at work: Animal laborens, ground down with demanding routines and tasks that block out the wider world, and Homo faber who stops and thinks and talks with others about the purpose of the work once it is completed. For Arendt, it was this reflecting and talking that was the foundation of ethics, but as thinking-after-doing it is in a sense always too late and Sennett suggests that a more balanced view would be recognizing that ‘thinking and feeling are contained within the process of making’ (p. 7). Sennett holds that:


Every good craftsman conducts a dialogue between concrete practices and thinking; this dialogue evolves into sustaining habits, and these habits establish a rhythm between problem solving and problem finding. The relation between hand and head appears in domains seemingly as different as bricklaying, cooking, designing and playground, or playing the cello – but all these practices can misfire or fail to ripen. There is nothing inevitable about becoming skilled, just as there is nothing mindlessly mechanical about technique itself. (p. 9)



Most of us will know exactly what Richard Sennett is describing here and a hope for this book is that it might contribute to a ‘rhythm’ of narrative work that is simultaneously affirming and questioning, and that provokes dialogue and critical reflection.

Narrative and palliative care

As some readers may be aware, narrative and stories are a part of the creation myth of modern hospice and palliative care. Organizational creation myths have been seen not so much in terms of fabrication and fiction, but as providing a symbolic ordering to institutional life that ‘helps to configure a system of meaning and a collective imaginary’ (Froggett and Chamberlayne, 2004: 63). The creation myth of modern hospice care began over half a century ago with Cicely Saunders – regarded as the founder of the modern hospice movement. At this time, Saunders was working among dying people in London, collecting their stories of illness and pain and pioneering a methodology of alchemy: turning patient narratives and stories into a philosophy and practice of holistic care for dying people.

For Saunders, narrative methods held an opportunity to practise medicine in a way that facilitated meaningful connections with patients, through which she was able to transpose the singularity of their experiences into the work of clinical practice. Insights into this approach can be found in a talk Saunders gave to a London hospital in 1961:


I am fortunate too, above all, in being a doctor who isn’t in a hurry, so that I have time to know and to enjoy my patients, and I very often take a portable tape-recorder round with me, which, of course, they all know about. It is a very great help, both to get permanent records of them talking about their pain and its relief, but also about their attitudes towards their illness; what they know about it, and what they find particularly hard, and it is very revealing, both for them, and about myself too when I play it back.




(quoted in Clark1, 1999: 729)



Cicely Saunders recorded over 1000 patient narratives and attributed these accounts to the development of basic concepts in palliative care such as ‘total pain’ which recognizes the multiple sources and interventions needed to resolve the physical, psychological, social, emotional, and spiritual aspects of pain (Saunders, 1979).

From its very beginnings then, modern palliative care has always involved a variety of forms of care. It can include the bespoke calculation of pain control medication, physiotherapy, and rehabilitation, support with accessing welfare benefits, and the counselling of patients and those close to them. These types of practice differ in their empirical content and in the theories of knowledge (epistemology) that inform them, yet each area of work, as in medicine more generally, will at some point in time be ‘indelibly stamped with the telling or receiving or creating of stories’ (Charon, 2006: vii). Karen Forbes (Chapter 7) writes that ‘Healthcare is a storied world’, and as Bingley et al. (2008: 653) observe, ‘The telling of stories has been a vital currency of reporting the experience of end of life care over the last 50 years’. Yet it has not always been so, and many writers have pointed to how the significance given to techniques and practices that attempt to access patients’ subjective experiences of illness have sprung from the demands of historically shifting regimes of medical knowledge and power (Armstrong, 1983; Foucault, 1976).

As she herself recognized, Cicely Saunders’s work was very much of its time, being given impetus through a series of developments during the 1950s and 1960s, including the introduction of psychotropic drugs, surveys, and reports on patient need, pain clinics, and psychoanalytic work on loss and bereavement (Saunders, 1988). This wave of change also involved what is now commonly referred to as the ‘turn to narrative’ (see Chamberlayne et al. 2000). In health care, this ‘turn’ has been connected to critiques of medical dominance and models of health and illness made by sociologists and anthropologists; changes in morbidity patterns with a higher incidence of people ‘living with’ diseases such as cancer (so that patients’ accounts of their illness are central to care management); the expansion of patient information and ‘illness narratives’; and the development of patient or ‘user’ participation as a part of ‘new social movements’ (Bury, 2001).

Despite incursions by bureaucratic and market-driven imperatives (James and Field, 1992), the value of using narratives and stories to engage with personal realities and perspectives, for patients, carers, and professionals, is being given increased attention in the palliative care literature (Barnard et al. 2000; Bingley et al. 2006; Brown, 2008; Brown and Addington-Hall, 2007; Gunaratnam, 2004; Hallenbeck, 2003; McDermott et al. 2006; Romanoff and Thompson, 2006; Stanworth, 2004). This literature has emphasized the potential for narrative to create and express meaning, to mediate painful and difficult experiences, and to encapsulate the complicated relationships between the individual and their social and material circumstances.

As Arthur Frank (Chapter 10) observes, ‘Stories and storytelling are popular these days; narrative is in vogue’; nonetheless, as we will make clear, although this popularity has much to offer, we also need to be alert to the potential limitations and dangers of our approaches and work with narrative and stories.

Narrative dangers

In many ways it is the ubiquity and the very ordinariness of narrative that is both a strength and a disadvantage in palliative care, where the multidisciplinary foundations of the discipline hold what some have seen as the deep tensions that exist in medicine between objective and subjective forms of knowledge and between anatomical and psycho-social realities (Hawthorne and Yurkovich, 2003; Hurwitz et al. 2004). Consider, for example, one particularly helpful and honest review of the proposal for this book in which the reviewer wrote:


Would I buy this book or use it? As a clinician with a fair understanding of research probably not, mainly because time is precious and I’m not sure of the creditworthiness etc of this type of research. I would have to be sure of its practical application. As an academic/lecturer I could see how this could be used as a teaching resource and I would like to gain more of an insight into the claims of narrative



Such ambivalence towards narrative, scepticism about its ‘creditworthiness’, and the suggestion of disciplinary divisions in palliative care with regard to questions about its ‘practical application’ are not uncommon and need to be given careful thought and consideration. Rather than seeking to counter such ambivalence and doubt with a proselytizing about the inherent power of narrative and stories, the chapters in this collection take a different approach. Our starting point is the day-to-day work of care for ill and dying people – in all of its variations and sites. From this starting point we recognize that the ‘turn to narrative’ has contributed, and continues to contribute, much to the validation of patient experiences (Frank, 1995; Kleinman, 1988), and to clinical and psycho-social care, for example, through ‘narrative-based medicine’ (Charon, 2006; Greenhalgh and Hurwitz, 1998) and ‘narrative therapy’ (Charles-Edwards, 2007). Nevertheless, as several contributors to this volume suggest, there is also need for a critical examination of narrative work, so that we have a fuller sense of both what narrative can offer, as well as its constraints and ‘dangers’.

The three introductory chapters to each section of the book take up this theme of the potency and constraints of narrative in different ways. John Paley (Chapter 1) provides a provocative and forensic examination of the conceptual distinctions between narrative and story, demonstrating through a spectrum of examples from jokes to illness narratives, how the different structural components of a story can function together to produce its impact. Paley’s discussion shows the common confusions and lazy assumptions that are a part of narrative work, while also engaging with the pithy ethical question of when, and in what circumstances, ‘believing seductive falsehoods, may be rationally and ethically acceptable’.

Gail Eva (Chapter 6) animates and applies concepts from literary criticism regarding the meaning, performance, and effect of stories to her empirical research in evaluating the provision of hospice rehabilitation to patients with metastatic spinal cord compression. Through a close-up reading of the stories of two different patients, and staff responses to these stories, Eva’s analysis makes clear how the structuring of a patient’s story works to cast them as either reliable or unreliable narrators, thereby affecting professional assessments of their needs and determining the patient’s access to a service. A significant challenge that Eva identifies is how palliative care professionals might respect patients’ self-presentation, while also ‘nudging’ them towards behaviours that support their well-being.

In the ‘The necessity and dangers of illness narratives’ (Chapter 10), Arthur Frank builds upon his ground-breaking work in The Wounded Storyteller (1995) in which he both advocated the importance of storytelling for those who are ill, and examined the healing power and moral qualities of illness narratives. His most recent reflections find him exploring ‘a darker side’ of storytelling, an area which he recognizes as being underdeveloped in his previous scholarship. Using the trope of the ‘trickster’ Frank identifies four dangers of stories as they relate to: narrative form, genre problems, coercive potential, and moral insularity. Echoing the challenges for professional practice and care identified in Eva’s chapter, Frank suggests that ‘The delicate balance of clinical work is how gently or how hard to push people off one story and towards another.’

A ′blank cry′

Our engagement with the potential dangers of narrative is not so much a ‘turn against narrative’ as an exploration of what happens when narrative comes up against its limits, for instance in situations of pain and suffering (Bar-On, 1999; Scarry, 1985), and ultimately in death. In Chapter 2, Practitioners from the Program in Narrative Medicine at Colombia University recount the experiences of a student doctor Ashley, who in the midst of 5 hours of intense medical intervention to prevent a patient’s respiratory decline, was assigned to hold the patient’s hand. The patient died and Ashley felt ‘helpless’ and ‘useless’, only writing and talking about the trauma of this experience two years later, during Craig Irvine’s elective narrative ethics course. The authors suggest that narrating the experience was a way in which Ashley could come to recognize the role that she played in accompanying the patient sensually and emotionally to her death. Yet, this example also speaks of the limits of narrative at times of suffering and death, and the value, but also the profound difficulty of receptiveness and passivity as care (DasGupta, 2007; Gunaratnam, 2008; Hoggett, 2000; Waddell, 1989).

There are times when narrative is exceeded, is itself ‘helpless’ and ‘useless’, and we need to interrogate as our reviewer did, its ‘practical application’, and also any assumptions we might have about a universal ‘narritavising core’ (Frosh, 2007: 635) that lies at the heart of all human experiences (see Lieblich et al. 1998). Might our recourse to claims about the transcendental and restorative powers of narrative at times of illness, its capacity to ‘mend the things that are broken’ (Bausch, 2001), sometimes function as a personal and organizational ‘defence mechanism’ (Menzies Lyth, 1988) in palliative care, helping us to avoid or deny painful and unfathomable events, or perhaps to speak as ‘artificial persons’ (Frank, 2004) who mouth official discourses that sideline professional vulnerability? This is a sensitive and difficult area to discuss, not only for those who work with narrative and stories and have witnessed their value, but also because it challenges deeply held Western beliefs about human capability as being realized through activity (Derrida, 2002; Levinas, 1978).

There are many reasons as to why clinicians (among others) should be sceptical about the claims made about narrative. We would like to think that some of this scepticism arises not solely from antagonism to the different and more ambiguous ways of knowing advocated by narrative epistemologies (Lieblich et al. 1998), but from the fleshy realities of daily work with ill and dying people. It is a profound paradox that in the very midst of the intensity of human relations that surround dying and death, there is the non-relational and what Clark refers to as ‘an irreducible facticity’ (1993: 3) – bodily processes and states that mark a withdrawal from word and world. It is such processes that the Russian poet Anna Akhmatova (1985: 45) evoked when she wrote, ‘Wild honey has the scent of freedom/ dust of a ray of sun/ a girl’s mouth – of a violet . . . but we have found out forever/that blood smells only of blood’.

‘The nonrelational is that which offers no purchase’ Harrison writes, ‘which eludes in a passivity which if it may be said to resist at all has the inert resistance of a weakness beyond or outside power, like a “blank cry”’ (2007: 593). Receptivity to the demands of this ‘blank cry’ (Chretien, 2004: 6) entails recognition of how narrative can fail and fall short in the face of human suffering and at times of death. As much as narrative is able to create new social and personal realities, as much as it is machinery that ‘does things’ (see Frank, 2006, and Paley, this volume), it can also become exhausted and superfluous in the falling away of the body and personhood in dying. Here, there seems great value in pursuing further discussion about what lies outside of narrative at such times, what emerges from its incapacity, and what this means for how we understand and practise care.

The book

An exploration of narrative work in palliative and end-of-life care – what it can, and cannot do, and how we might work with narrative methods – is much needed. Despite the longevity and the renewal of interest in narratives and storytelling in the specialty, the literature, and the knowledge and experiences of those who use the methods are diverse and fragmented. There are inconsistencies in the use of the basic terms ‘narrative’ and ‘story’ and in the respective assumptions that are made about them, prompting some authors to call for ‘narrative vigilance’ (Paley and Eva, 2005). Such inconsistencies cannot be separated from the diversity in methodological approaches to narrative or the significant gaps that exist between academic approaches and the use of narratives and storytelling among practitioners.

In what follows we aim to both elucidate and lessen this fragmentation of knowledge and practice by bringing into closer dialogue the worlds of theory and practice. The book will address and clarify key issues: What is a narrative? What is a story? What are some of the main methods and models that can be used in palliative care, and for what purposes? What are their respective strengths and weaknesses? What practical and ethical dilemmas can the methods entail? How can we use narratives and stories to enhance care?

The book is divided into three distinct, but interrelated parts. Section one provides an introduction to narratives and stories in research, as ‘evidence’ and in professional practice in palliative care. The second section focuses upon how narratives and stories have been used in service development. And section three consists of chapters that examine narrative and stories in work with patients and carers and in clinical and psycho-social care. The opening chapter for each of the three sections is what we have envisaged as a scene-setting chapter. These foundational chapters aim to introduce the reader to key concepts, debates, and themes that relate to the broad subject matter of each section.

Section 1 begins with John Paley’s wide-ranging discussion of ‘Narrative machinery’, examining and clarifying concepts, and investigating how the machinery of narrative works, why it is used and what its use can achieve. Paley marks the distinction between narrative and story through the ‘teleogenic plot’ with culminates in denouement. It is Paley’s contention that ‘the story threshold is the point at which narrative acquires a teleogenic plot’. The chapters that follow in this section provide a variety of settings in which Paley’s ideas and claims can be applied and further examined.

Writing from the Program in Narrative Medicine at Colombia, DasGupta, Irvine, and Spiegel begin by addressing the potential fruitfulness of the interrelations between palliative care and narrative medicine. They ask ‘what can narrative medicine offer palliative care?’ and sketch out what ‘a narratively based palliative care’ might look like: reflexive, relationship rather than technique based, and characterized by the ‘attention, representation and affiliation’ of Charon’s (2006) ‘narrative competence’. Gunaratnam explores related themes in her chapter on narrative research. Drawing upon a single case-study – a method commonly used in biographical narrative research – Gunaratnam details the principles and the assumptions that underlie narrative interviews and that can also be used in clinical practice, where she sees the narrative practitioner as a midwife to narrative, helping and coaxing narrative into the world. Through her interviewing relationship with a hospice patient ‘Phyllis’, Gunaratnam reflects upon the ethics of narrative incoherence and irresolution in interpretation, where a concern with the craftwork of methodology includes being ‘faithful to the unknown’.

Kim Devery (Chapter 4) takes the focus upon narrative and research in a different direction, considering how narrative might contribute to the evidence base in palliative care. Devery’s forceful argument is that palliative care’s commitment to holistic, person-centre care demands multiple sources of evidence, but also dialogue that moves towards ‘a collective story for the discipline that connected and contextualized different professional beliefs, morals and expectations’. While staying with research, Gillie Bolton takes us to the bedside and the wards of teenage cancer patients, drawing upon the findings of an exploratory study that she participated in on the use and value of therapeutic creative writing in oncology settings. Bolton’s study found that creative writing can be cathartic and can enhance self-respect and confidence, mapping the past and helping young people to orientate to the future. As one participant in Bolton’s research wrote, ‘Writing is a way of saying things I can’t say. I do it when I’m on my own, and as a way of coping with being down’.

In Section 2 of the book, the focus is very much upon narratives and stories in service provision. Here, contrasting chapters tackle what many would see as the ‘practical’ implications of narrative work in the everyday delivery of care services. Eva’s chapter demonstrates the importance not only of good listening, but also of critical analysis in interpreting the meaning and effects of patient and professional narratives (see above). Karen Forbes (Chapter 7) introduces readers to a range of approaches to the use of narrative in teaching and learning, including history taking, reflective practice, action research, and appreciative inquiry. In a powerful case-study drawn from her teaching, Forbes shows how narrative can be used to teach medical students about working closely with death and dying. Many students become distressed during such teaching and Forbes describes how ‘each time the room is completely silent, each time I look up briefly and scan faces, each time I see tears’. Yet her argument is that despite the risks involved, the emotion-rich content of narrative can enable students to recognize, in a safe environment, the compassion and humanity that will be demanded of them as doctors.

The realities of patient and carer experiences are brought home in Cotterell, Findlay and Macfarlane’s chapter. The chapter considers narrative and stories in the broader context of ‘user involvement’ in palliative care. Helen Findlay writes of her family’s distressing experiences of caring for her father as he died of Motor Neurone Disease (MND) in a general hospital. Determined to improve the end of life care of other people with MND, Findlay documents the work of her family in recording their experiences in the ‘Findlay Report’ and then employing ‘guerrilla tactics’ to disseminate the report and its recommendations. Ann Macfarlane charts her varying experiences of hospice care as a disabled person and shows how a superficial engagement with narratives of ‘independence’ can be physically and emotionally damaging for disabled people who use hospice services. While recognizing the emotional effects of narrative, the authors suggest that such emotionality is an inescapable part of care experiences which need to be acknowledged and attended to.

Tony Walter’s chapter on ‘Mediator Deathwork’ looks at the production of narrative accounts and stories from professionals working outside of the framework of traditional professional–patient relationships. Drawing upon innovative research with these ‘mediator death workers’ who include pathologists, coroners, clergy, and funeral celebrants, Walter describes how these professionals work with ‘private’ information about the dead person and use this information to produce stories that become a part of a more public story and record. By uncovering this much neglected area of work, the chapter demonstrates how mediator death work can be a significant part of the care for bereaved people, warranting far greater recognition and attention.

The focus in Section 3 of the book is on patients and carers. The introductory chapter by Frank (see above) makes explicit how narrative can work to situate and connect principles with practical action for both patients and professionals, particularly at the end of life. Frank advocates clinical commitment to support three aspects of individuals’ storytelling as they relate to: the choices that people make about the stories in their lives; how they interpret these stories; and their responsibility for thinking about the effects of their stories. Renzenbrink develops the theme of narrative as care in her examination of life story and life review work that describes practical methods and models that have been used in different disciplinary settings and cultural contexts including England, New Zealand, and Canada. The chapter draws particular attention to the emotional challenges of such work, the need for staff to receive training, supervision, and support, and the need to remain cautious about the increasing technology surrounding reminiscence work at the end of life.

Using qualitative research, Koffman’s chapter (Chapter 12) investigates the common and differing meanings of pain and symptoms in the narratives of White British and Black Caribbean patients with advanced cancer. During his research Koffman made efforts to suspend his expectations about what illness and dying might mean to his research participants; to his surprise he found how for some Black Caribbean patients cancer was not the most challenging experience they had lived through, while others talked about welcoming death as it connected them more closely with god. Koffman’s work reiterates the importance of attention to patients’ narratives in producing a more complete picture of clinical problems and in recognizing how social difference can affect narrative form and content.

Rachel Stanworth’s chapter (Chapter 13) on spirituality defined as ‘the interpretive story and values of shared human experience’, combines a deft interweaving of insights from theological and philosophical literature, with examples from her ongoing work in palliative care. While acknowledging the value of narrative analysis, Stanworth brings us to the mysteries and poetics of narrated experience as they are disclosed through symbol, metaphor, and paradox and which demand ‘committed attention’. Such attentiveness can be seen in Patsy Way’s description and discussion of her therapeutic work as a part of the Candle Project at St Christopher’s Hospice that provides bereavement care to children (Chapter 14). Way introduces us to the stories of Patrick and his companion ‘Mr Trouble’; Shiv and his struggles with grief and a new family positioning; Gemma and the ‘wicked stepmother’ story; and Jude and Ali whose fathers died when they were very young. For Way, therapeutic work with narrative ‘can allow twists and alternative possibilities in real lives. Twists and possibilities that it might be hard to think about and reach in other ways’.

In the ‘Afterword’, Alwyn Lishman draws upon his professional expertise in psychiatry and his experiences of user-involvement initiatives as a former carer, where he noticed that telling stories was vital to facilitating patients’ and carers’ participation in meetings and committees. Recognizing the breadth of narrative work in palliative care, Lishman identifies and homes in on a singular contribution of narrative and storytelling to care – ‘placing the individual at the centre of the picture’.

Endings and new places

Mishler (1999) has depicted the work of prefacing and introducing a book as ‘a place of exits and entrances’ (p. vii); a place that marks a series of emotional and intellectual encounters, with authors leaving their work behind them, and readers entering into, and wandering through the spaces of what is left behind. We hope that what you find will be of value and that you might take it to new and surprising places.

Notes

1. This excerpt is from a talk entitled: ‘I was sick and you visited me’, given at St Mary’s Hospital, London, 30 May 1961; Cicely Saunders’ archive, St Christopher’s Hospice, Sydenham.

References

Akhmatova, A. (1985) Twenty Poems – Anna Akhmatova. Trans Jane Keyon, Eighties Press and Ally Press, Minnesota.

Arendt, H. (1998) The Human Condition (2nd edn). University of Chicago Press, Chicago.

Armstrong, D. (1983) Political Anatomy of the Body: Medical Knowledge in Britain in the Twentieth Century. Cambridge University Press, Cambridge.

Barnard, D., Towers, A., Boston, P., and Lambrinidou, Y. (2000) Crossing Over: Narratives of Palliative Care. Oxford University Press, New York.

Bar-On, D. (1999) The Indescribable and the Undiscussable: Reconstructing Human Discourse after Trauma. Central European University Press, Budapest.

Bausch, C. (2001) The healing story of loss and grief. Congress of the European Association for Palliative care, Palermo.

Becker R (2005) Short stories (editorial). International Journal of Palliative Nursing, 11(2), 52.

Bingley, A. F., McDermott, E., Thomas, C., Payne, S., Seymour, J., and Clark, D. (2006) Making sense of dying: a review of narratives written since 1950 by people facing death from cancer and other diseases. Palliative Medicine, 20(3), 183–95.

Bingley, A., Thomas, C., Brown, J., Reeves, J., and Payne, S. (2008) Developing narrative research in supportive and palliative care: the focus on illness narratives. Palliative Medicine, 22(5), 653–58.

Brown, J. (2008) The need for narrative research. End of Life Care, 2(3), 62–63.

Brown, J. and Addington-Hall, J. (2007) How people with motor neurone disease talk about living with their illness: a narrative study. Journal of Advanced Nursing, 62(2), 200–08.

Bury, M. (1982) Chronic illness as biographical disruption. Sociology of Health and Illness, 4(2), 167–82.

Bury, M. (2001) Illness narratives: fact or fiction? Sociology of Health and Illness, 23(3), 263–85.

Charon, R. (2006) Narrative Medicine: Honoring the Stories of Illness. Oxford University Press, Oxford and New York.

Chamberlayne, P., Bornat, J., and Wengraf, T. (eds) (2000) The Turn to Biographical Methods in Social Science: Comparative Issues and Examples. Routledge, London.

Clark, D. (1993) Introduction. In The Sociology of Death (ed. D. Clark). Blackwell Publishers/The Sociological Review, Oxford, pp. 1–30.

Clark, D. (1999) ‘Total pain’, disciplinary power and the body in the work of Cicely Saunders, 1958–1967, Social Science and Medicine, 49, 727–36.

Charles-Edwards, D. (2007) Neimeyer and the construction of loss. Therapy Today. 18(5), 15–17.

Chretien, J.-L. (2004) The Call and the Response. Fordham University Press, New York.

DasGupta, S. (2007) Between stillness and story: lessons of children’s illness narratives. Pediatrics, 119(6), 1384–91.

Derrida, J. (2002) Without Alibi. Stanford University Press, Stanford, CA.

Foucault, M. (1976) The Birth of the Clinic, Tavistock, London.

Frank, A. (1995) The Wounded Storyteller: Body, Illness and Ethics. University of Chicago Press, Chicago, IL.

Frank, A. (2000) Illness and autobiographical work: dialogue as narrative destabilization. Qualitative Sociology, 23(1), 135–56.

Frank, A. (2004) The Renewal of Generosity: Illness, Medicine, and How to Live. University of Chicago Press, Chicago, IL.

Frank, A. (2006) Health stories as connectors and subjectifiers. Health: An Interdisciplinary Journal for the Social Study of Health, Illness, and Medicine, 10(4), 421–40.

Froggett, L. (2002) Love, Hate and Welfare: Psychosocial Approaches to Policy and Practice. Policy Press, Bristol.

Froggett, L. and Chamberlayne, P. (2004) From biography to practice and policy critique: a case study of community innovation. Qualitative Social Work, 3(1), 55–70.

Frosh, S. (2007) Disintegrating qualitative research. Theory and Psychology, 17, 635–53.

Greenhalgh, T. and Hurwitz, B. (1998) Narrative Based Medicine: Dialogue and Discourse in Clinical Practice. BMJ Books, London.

Gunaratnam, Y. (2004) ‘Bucking and kicking’: ‘race’, gender and embodied resistance in health care. In Biographical Methods and Professional Practice: An International Perspective (eds. U. Apitzsch, J. Bornat, and P. Chamberlayne). Policy Press, Bristol. pp. 205–19.

Gunaratnam, Y. (2008) From competence to vulnerability: care, ethics and elders from racialised minorities. Mortality, 13(1), 24–41.

Hallenbeck, J. (2003) A Narrative Handbook in Palliative Care: Palliative Care Perspectives. Oxford University Press, New York.

Harrison, P. (2007) “How shall I say it …?” Relating the nonrelational. Environment and Planning A, 39, 590–608.

Hawthorne, R.N. and Yurkovich, N. (2003) Human relationship: The forgotten dynamic in palliative care. Palliative & Supportive Care, 1, 261–65.

Hoggett, P. (2000) Emotional Life and the Politics of Welfare. Basingstoke: Macmillan.

Hurwitz, B., Greenhalgh, T., and Skultans, V. (2004) Introduction. In Narrative Research in Health and Illness (eds. B. Hurwitz, T. Greenhalgh, and V. Skultans). BMJ Books, London. pp. 1–20.

James, N. and Field, D. (1992). The routinization of hospice: charisma and bureaucratization. Social Science and Medicine, 34(12), 1363–75.

Kleinman, A. (1988) The Illness Narratives: Suffering, Healing and the Human Condition. Basic Books, New York.

Leavis, F.R. (1967) Anna Karenina and Other Essays, Chatto and Windus, London.

Levinas, E. (1978) Existence and Existents, Kluwer, London.

Lieblich, A., Tuval-Mashiach, R., and Zilber, T. (1998) Narrative Research: Reading, Analysis and Interpretation. Sage, London.

Mattingly, C. (1998) Healing Dramas and Clinical Plots: The Narrative Structure of Experience, Cambridge University Press, Cambridge.

McDermott, E., Bingley, A.F., Thomas, C., Payne, S., Seymour, J., and Clark, D. (2006) Viewing patient need through professional writings: a systematic ‘ethnographic’ review of palliative care professionals’ experiences of caring for people with cancer at the end of life. Progress in Palliative Care, 14(1), 9–18.

Menzies-Lyth, I. (1988) Containing anxiety in institutions, selected essays. Free Association Books, London.

Mishler, E. (1999) Storylines: Craftartists’ Narratives of Identity. Harvard University Press, Cambridge, MA and London.

Paley, J. and Eva, G. (2005) Narrative vigilance: the analysis of stories in health care. Nursing Philosophy, 6, 83–97.

Polkinghorne, D. (1988) Narrative Knowing and the Human Sciences. State University of New York Press, Albany, NY.

Romanoff, B. and Thompson, B. (2006) Meaning construction in palliative care: the use of narrative, ritual, and the expressive arts. American Journal of Hospice and Palliative Care, 23, 309–16.

Saunders, C. (1979) The Management of Terminal Disease. Edward Arnold, London.

Saunders C. (1988) The evolution of the hospices. In The History of Pain Management: From Early Principles to Present Practice (ed. R. Mann). Parthenon, Carnforth, pp. 167–78.

Scarry, E. (1985) The Body in Pain – The Making and Unmaking of the World. Oxford University Press, New York and Oxford.

Sennett, R. (2008) The Craftsman. Allen Lane, Penguin Books, London.

Stanworth, R. (2004) Recognising Spiritual Needs in People Who Are Dying. Oxford University Press, Oxford.

Waddell, M. (1989) Living in two worlds: psychodynamic theory and social work practice. Free Associations, 15, 11–35.

Williams, G. (1984) The genesis of chronic illness: narrative reconstruction. Sociology of Health and Illness, 6(2), 175–200.


Section 1



Concepts and approaches




Chapter 1

Narrative machinery

John Paley

Sherlock Holmes and Doctor Watson go on a camping trip. At 2:00 in the morning Holmes wakes his companion, who has been in a deep sleep: ‘Look up at the sky, Watson, and tell me what you see.’ ‘I see stars, Holmes. It is a wonderfully clear night, and I see a million beautiful stars.’ ‘Excellent’, replies Holmes. ‘And what, pray, do you deduce from this?’ Watson ponders for a moment. ‘That the universe is immense, awe-inspiring and sublime, and that we are completely insignificant in comparison?’ ‘No’, says Holmes curtly. ‘Somebody’s stolen our tent.’

Jokes, which represent just one category in the classification ‘story’, strip that classification down to its barest form and illustrate, economically, the structure which makes stories what they are, the narrative machinery that makes them work. It is this machinery that I will be examining in this chapter: how it is configured, why it is deployed, what it is intended to produce. To those who are nervous about the metaphor I can, unfortunately, offer no apology. Like machines, stories are ways of getting things done. They process raw material, they generate output, they are efficient or inefficient, and they can be switched on and off. They can almost be included in the manufacturing sector.

Or so I shall argue. Before we get to that point, however, it will be necessary to discuss the difference between ‘story’ and ‘narrative’, and to introduce the idea of ‘narrativity’. Later, I will consider not just jokes but illness narratives, belief in a just world, positive illusions, bad faith, and ‘spirituality’. What emerges, I hope, is the idea of story-as-tool, story-as-mechanism, something with an identifiable structure which has a measurable impact on something else.

Just as the story of the camping trip has an identifiable structure – and had (I trust) a measurable impact on the reader. It made you laugh.

Definitions

The precise nature of the distinction between ‘narrative’ and ‘story’ is obscure, and there are several different accounts of it. For some writers, especially in the health care literature, the two are effectively synonymous. Where a distinction is made, it is frequently implausible. Wiltshire (1995), for example, claims that stories are ‘told’ while narratives are ‘written’. This is puzzling because it would imply that novels and other works of fiction embody narratives but do not tell stories. Frid, et al. (2000: 695) say that ‘narrative is an account of events experienced by the narrator’ while storytelling is ‘the repeated telling or reading of a story by persons other than narrator’. This is virtually the opposite of Wiltshire’s proposal, and is baffling for a different reason: it confuses the established distinction between ‘author’ and ‘narrator’ and assumes, oddly, that all narratives are first person.

An alternative approach is more theoretical, and originates in literary criticism. According to Abbott (2002: 16), narrative ‘is the representation of events, consisting of story and narrative discourse’. The idea is that a ‘story’ is that which is conveyed through narration. This is effectively a content/container distinction: the story is the content, while the narrative discourse – the sequence of events represented in the text or the telling – is the container. Text as ship, story as cargo. The image makes it possible to say that the same story can be told (conveyed) in different narratives (vehicles). Abbott’s distinction is akin to that between fabula (story) and sjuzet (narrative ordering), introduced by Russian critics in the 1920s (Abbott, 2007), between histoire and discours (Genette, 1980), and between story and discourse (Chatman, 1978), all of which still figure in literary theory.

According to Wiltshire and Frid, then, ‘narrative’ and ‘story’ are different kinds of thing. According to literary critics, on the other hand, they are different dimensions of the same thing. However, there is a third approach, which I want to recommend here. It takes the concept of narrativity from Prince (1982), and places ‘story’ and ‘narrative’ on a continuum. Every item on this continuum counts as a narrative, but only items at one end of it count as stories. Why this is a useful way to look at the distinction will become apparent later.

Narrativity

Narrativity is something that a text has degrees of. It is possible to identify an extensive range of text features associated with narrative and place them, very roughly, in order of complexity. The simplest forms constitute ‘low’ narrativity; more complex forms, including stories, constitute ‘high’ narrativity.

Consider one definition of narrative: ‘The recounting . . . of one or more real or fictitious events’ (Prince, 1991: 58). It is obviously a pretty basic definition, because (as Prince concedes) it implies that a single sentence can count as an example of narrative. ‘The goldfish died.’ This is the recounting of one event, whether real or fictitious, so it meets the minimal requirement. Most people, perhaps, would be inclined not to attach the label ‘narrative’ to this sentence, and they would be even less likely to classify it as a ‘story’. However, that is not really the point. What I am proposing is that we take this initial definition as a specification of the first, and most primitive, condition that any narrative must fulfil. No events, no narrative. Clearly, there are more stringent conditions waiting to be identified, but this one represents the first rung on what might be called the ‘ladder of narrativity’ (Paley and Eva, 2005).

The number of events that must be recounted can be increased to at least two; and in fact some literary critics impose this as a formal requirement (Barthes, 1982; Rimmon-Kenan, 2002). However, this is still a very thin concept of narrative. ‘The man opened the door. The goldfish died.’ Two events may be an improvement on one, but we remain a long way short of what ‘narrative’ normally implies. Moreover, it is evident that simply piling on additional events will not help: at best, the result would just be a list of occurrences, not a narrative. What is required to take us further up the narrativity ladder is the idea of one thing leading to another, the idea that something happened because of something else.

This is the position of another group of critics (Bal, 1985; Richardson, 1997), for whom the events in a narrative must be causally related – not in a mechanistic way, but in the sense that some of them should be consequences of others. A famous literary joke illustrates the significance of this type of connection rather nicely: ‘Milton wrote Paradise Lost, then his wife died, and then he wrote Paradise Regained’ (Rimmon-Kenan, 2002: 17). I apologize for the sexist humour; but the point is, of course, that the joke depends on the implied causal connection between the death of Milton’s wife and the title of his second epic poem.

So far, then, increasing narrativity is signified by the recounting of more than one event, some of which are causally connected. However, the Milton narrative has already added a further textual feature to this condition: it has just one central character who is critically involved in the events recounted. This is, of course, an extension of the causally-connected-events condition, which does not specify that the events in question centre on a single person. So the presence of a central character represents a further rung on the narrativity ladder (Eva and Paley, 2006).

Let me here interpolate an important observation. To say that, in a narrative, some events are causally related to others is to say that narratives make claims about causal connection. In effect, they claim (or imply) that X caused Y, that X led to Y, or that without X it is unlikely that Y would have happened. The point about such claims is that they may be true or false.

Consider the joke about Milton again. The humour, as I have suggested, depends on the implied causal connection between the death of Milton’s wife and Paradise Regained. In effect, the claim is that her death prompted, permitted, or encouraged the writing of the poem – ‘paradise’ being reinterpreted as a state of happiness consequent on being no longer married. There is, of course, no reason whatsoever to suppose that this claim is true (in fact, by the time the poem was published Milton had been married to his third wife for eight years). So the causal claim, in this case, is false. Here is an alternative narrative. ‘Milton was married for the first time in 1642, but his bride moved back to her parents’ home not long after the wedding. Milton’s first work as a married man, published in 1643, was a defence of divorce.’ On this occasion, the implied causal claim is that Milton had domestic trouble, and that his experience of marriage motivated him to write The Doctrine and Discipline of Divorce. This time, however, there is evidence to suggest that the claim is true (Wilson, 2002).

Backtrack to the narrativity continuum. I have so far identified some preliminary conditions that must be met if a text is to count as a narrative: several events, causal connection, and a central character. But the question this has all been leading up to is: at what stage does it become legitimate to call a narrative a story? When does increasing narrativity take us beyond what we might call the ‘story threshold’?

To some degree, the answer to this question is arbitrary. Stories may be found at the ‘high narrativity’ end of the continuum and not at the ‘low narrativity’ end; but it may be impossible to mark exactly the point at which the critical threshold is crossed. In the following section, however, I will argue that there is a textual feature which represents an especially significant upward shift in narrativity, and which – better than any other criterion – indexes the transition from bare narrative to full-blown story.

Stories

There are many instances of texts which fulfil the events-causally-connected condition which most of us would be reluctant to call stories. Examples include chronicles (as opposed to the history written by modern historians) and accounts of experiments. Even if we add a central character, as with diaries or medical case notes, calling the resulting text a story is still a bit of a stretch. However, it is possible to argue that this permutation of conditions does typify one kind of story-like narrative, namely the epic. This genre presents ‘the deeds of a hero in some chronological sequence, possibly beginning with his birth, probably ending with his death’ (Scholes and Kellogg, 1966: 208). As Davis (1987: 205) explains, ‘Epics tend to have plots that are linked in an “and-then-and-then” fashion. This form of plot I would call “consecutive” or “causal” ’. The epic, of course, belongs to the period before 1600, and since then a different kind of plot has become the norm. It is this new kind of plot that Davis terms ‘teleogenic’.

The key difference between the teleogenic plot and the epic plot, or any other narrative which exhibits a purely consecutive/causal plot, is that the recounted sequence of events is, from the outset, intended to lead to a particular denouement. The narrative is given a ‘shape’ by the author’s awareness of how it will end; and the recounted sequence of events, while still conforming to the requirements of plausible and consistent causal connection, must also be organized in such a way as to arrive at that final point. The set of circumstances with which the narrative culminates is, of course, known to the author, but not (usually) to the reader or the audience; and it is prior knowledge of this culmination which permits the author to create the narrative’s structure.

Davis (1987: 206) pictures the consecutive/causal, or linear, plot in the following way:


[image: image]


His picture of the teleogenic plot is as follows:


[image: image]


The idea of a teleogenic plot reflects the conviction, shared by numerous critics, that ‘the end writes the beginning and shapes the middle’ (Brooks, 1985: 22). It is what Kermode (1966) means by ‘the sense of an ending’, and what Sartre (1947) has in mind when he remarks that narrative proceeds ‘in reverse’. In recognizing that stories have a teleogenic structure, the reader, while unaware of what the denouement will be, is nevertheless confident that there will be one, and that it will throw retrospective significance on what has preceded it. As a consequence, her making-sense-of-the-narrative activity will consist, to a considerable extent, in the ‘anticipation of retrospection’ (Brooks, 1985: 23).

Arguably, then, the story threshold is the point at which narrative acquires a teleogenic plot.
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