A nomadic exploration of quality of life in long-term conditions

Abstract

The focus of my PhD research was quality of life, studied through the frame of long-term conditions.  Within this, I used the Deleuzo-Guattarian concepts of the body without organs, its territorialisation by societal forces and the emancipatory promise of nomadism.  Three health service developments for people with multiple sclerosis, a sample of television programming, a Disney Classic feature and the National Service Framework for long-term condition, formed the case material for the study.  

In a postmodern framework, ‘method’ is seen as a text, which aims to guarantee the validity and veracity of an analysis.  Since my aim was not to demonstrate a truth, but to engage the reader in thinking differently, the need for a step by step method of analysis became redundant.  Instead, a deconstructive journey was operationalised, through the ordering of analytical chapters.  In doing this, I implicitly extended the frame within which ‘method’, ‘result’, ‘analysis’ and ‘data’ are generally understood in a conventional thesis.  My analysis was multilayered, as it situated itself both within the texts it deconstructed and with-out them, in the context of a textual journey.  

Chapters deriving from conventional qualitative research were alternated with those exploring the cultural or political background of their making.  These were then interwoven around the deconstruction of five dualisms underpinning quality of life in health care.  This dis-order was intended to illustrate, conceptually and structurally, two interactions.  The first was the interplay between the subjective sense of self and the environment in the conceptualisation of quality of life.  The second concerned the territorialisation of quality of life as a concept, and the interaction between its territorialising forces.  

The territorialised body with a long-term condition emerged as a dys-organ-ised entity with erratically evolving possibilities, and quality of life the potential to engage in a liberating process of deterritorialisation.  

Introduction

As for any concept with a powerful, if not pervasive, resonance in contemporary academia, one can find many reviews of quality of life, cataloguing existing measures (Bowling 2001; 2005) or offering a philosophical (Rapley 2003), social (Michalos 2004) or health related (Taillefer 2003) overview of the concept.  This very popularity may be the reason for the current fragmentation in the literature, which displays controversies over issues ranging from the adequacy of quality of life as a scientific construct, to its meaningfulness or its relevance to social policy or health care (Kaplan and Bush 1982; Veenhoven 1996, 2002; Rapley 2003).  
Drawing from the sociology of health and illness, the thesis explores what it may mean for the study of quality of life in long-term conditions.  This comes in contrast to much of the quality of life literature, and highlights the discursive underpinning of the ill body.  It highlights the blurring of boundaries, for example between health and illness, possible in postmodernism, and that is central to this thesis.  This exposes the possibility of a different stance than one that adopts definitional categories for quality of life and long-term conditions.  As such, it establishes the need for this thesis, as if quality of life has been an essentialised object of study for centuries, a consensual definition is yet to be produced.  An anti-essentialised stance, in which one blurs boundaries between long established categories and which opens up the possibility to think differently, remains to be taken.  This thesis offered such an attempt.

Methodological considerations

In 1972 the French philosopher Gilles Deleuze and the psychoanalyst Felix Guattari collaborated on a book called Anti-Oedipus: Capitalism and Schizophrenia (Deleuze and Guattari 1972).  They feature a world of fragmentation and flux, and advocate for the liberation of individuals from the notion of a single, stable and rational self, which is seen as repressive.  They introduce the notions of the Body-without-Organs (BwO); of the territorialisation of this entity by society; and of nomadology as resistance to territorialisation.  

The BwO (Deleuze and Guattari 1972, 1980) is a philosophical surface on which social forces act and interact.  As I understand it, the BwO is a surface that enables an interaction, or dialogue, between our unconscious and the social context in which we live.  The Body is ‘without organs’, because organs are physiological constructs that are organised to form our body.  This process of organisation entails many classifications, measurements, examinations and external powers to be exercised; the very powers we ought to resist.  The body as an organ-ised entity is a dimension of the BwO.  The BwO is not a concept, but rather a practice that enables experimentation and recognises that our unconscious is constantly re-written through our experiences in the world.  

The BwO can be controlled and dominated, but it is also an experimenting and resisting force.  Domination takes the shape of territorialisations, to which Deleuze and Guattari oppose the power of ‘nomadism’ (1980), as the means to get in and out of the state, striated space that is imposed upon us – sometimes by ourselves.  Territorialisation is the process by which both society and theory attempt to tame human desire (Ward 2003).  The construction of the self is therefore acknowledged to be an ongoing and dynamic, rather than passive, project.  Deleuze and Guattari exhort us to gain awareness of the ruling forces of territorialisation, so that the BwO can experiment and explore, gently extending the boundaries.  This is what they refer to as deterritorialisation.  Deterritorialisation is both an event enabled by the existence of the BwO, and a project, a way of being, a constant process of becoming, which defines nomadism.  

The study material

The texts studied as part of this analysis include health service users and developers’ experiences, a health policy document and media texts:

a) Qualitative data extracted from an evaluation of three service developments for people with MS.  
The services are considered as texts, and their intertextual relationships are highlighted through interview and focus group data with service users, service developers and field notes.
Service A

Service A is situated in one of the most geographically isolated communities in England.  The aim of the project was to improve the service offered to MS patients in the area, by providing some dedicated MS physiotherapy time.  The post made physiotherapy available to communities who would have not previously, for geographical or logistical reasons, accessed it.  

Service B

This was a self-management and education programme for people with minimal impairment.  Its aim was to improve exercise tolerance and prevent deconditioning and possible secondary complications.  It gave access to support, advice and professional information.  The 14-week programme comprised combined information and exercise sessions, once a week.  

Service C

An MS relapse clinic was set up (Craig 2002) following a research project evaluating the benefits of multidisciplinary management combined with intravenous steroids for relapse (Craig et al. 2003).  This clinic allowed patients to be seen more rapidly after their relapse and all complaints to be addressed in one visit that was then followed up by the relevant professional(s) according to identified needs.  

b) NHS policy documentation

I use the National Service Framework (NSF, DoH 2005) for long-term conditions as an exemplar of current political thought on the needs of people with long-term conditions and the ways in which services should respond to those.  It is said to be the first NSF for which such an emphasis is put on user perspectives and as such, it is particularly suited to the present analysis.  The document as a whole is subjected to a deconstructive analysis in which the notion of the care plan, as well as what is meant by independence, quality of life, health, patient centredness and empowerment, as well as time and space, are explored. 

c) Cultural artefacts 
Popular television

The data informing this strand was collected from the 1st to the 31st July 2005.  For four weeks, I watched every health related programme on mainstream television (BBC1, BBC2, ITV, Channel 4, Five), starting between 19:00 and 23:00 every night.  529 programmes were broadcast over the month in the time period included.  A content method of analysis was used (Krippendorff 2004), so that discursive trends could be highlighted in the samples.
The Classic Disney feature

Pinocchio was written as a serial story in nineteenth-century Italy.  Over the years, it was translated into English and reinterpreted on numerous occasions (Wunderlich and Morrissey 2002), the most famous of those being Walt Disney’s version in 1940.  Among other Disney features, Pinocchio has become a cultural icon that has bearings on our conceptions and assumptions about the world.  The data for this strand consists of the transcript from Dysney’s Pinocchio.  The analysis focuses on the making of both the original story and Disney’s Pinocchios and describes the historical and cultural contexts of their making, as well as their implication and significance on the ways in which life with a long-term condition is perceived.  

Methods, exploded
The word ‘method’ refers to an orderliness of thought that is steeped in modernist scientific discourse and sets the way to reach a reliable truth.  It is therefore deeply at odds with what I am trying to achieve here.  In a postmodern framework, ‘method’ is merely a text, which aims to convince the reader of the validity and veracity of the subsequent analysis, and which requires deconstruction in favour of a more self-reflective version of itself.  Since the aim of this thesis is not to convince the reader of the truthful status of any claim I may make by the end of this document, then the need for a step by step method of analysis becomes redundant.  Nor do I conduct this analysis so that it may be replicated or applied to other fields.  A method, it may be argued, also ensures that the work was conducted rigorously.  Yet rigour itself is a text in need of deconstruction.  Instead, rigour will be ensured if my analysis engages the reader and permits assumptions to be questioned and boundaries to be extended.  
The thesis is structured to reconcile the demands of a Deleuzo-Guattarian stance and the academic requirements for a doctorate.  Texts related to long-term conditions constitute physical supports to a deconstructive approach to quality of life, and the reader is taken through a journey of deconstruction through which s/he may assume some authorship.  I achieve this through the presentation and ordering of chapters, as well as in their particular contents.  In doing this, I implicitly extend the frame within which concepts such as ‘method’, ‘result’, ‘analysis’ and ‘data’ are generally understood in a conventional thesis.  My analysis is therefore multilayered, as it situates itself both within the texts it deconstructs and with-out them, in the context of the textual journey.  

In providing desconstructive readings of both individual life stories and national policy documentation, my hope is to extend the boundaries of our current understandings of quality of life.  The inclusion of cultural artefacts acknowledges and situates both participants’ words and policy documentation within the cultural context of contemporary Britain.  The multiplicity of these data sources in itself provides a smoother space for an exploration that intends to celebrate difference and otherness while resisting striation.  The ordering of the analytical chapters is therefore an integral part of the method.  

What ensues is therefore a textual journey, rather than a result section, to provide the physical support to a nomadic approach to quality of life.  This journey becomes the core of the thesis and hopes to engage the reader in dis-order, so that thinking about quality of life can be opened up to difference.  Quality of life is conceptualised as a text in need of deconstruction.  Using long-term conditions as a frame, it is conceived as being underpinned by five oppositional constructs; life and death, health and disease, dependence and independence, empowerment and disempowerment, and certainty and uncertainty.  These concepts are deconstructed one by one and form a leading thread through the textual journey proposed to the reader.  Interwoven in this deconstruction are the texts themselves, each offering a window through which quality of life in long-term condition can be observed.  These texts both inform and are informed by the deconstruction of oppositional pairs.  Chapters resulting from conventional qualitative research are also alternated with those analysing the political and cultural background to their making.  

Deleuze and Guattari introduce the idea of a rhizome, as opposed to principles of organisation and striation, to explain the non-structure of Mille Plateaux (1980).  The rhizome connects any point to another point and each of its strands does not necessarily lead to a strand of the same nature.  It is not made of unities, but rather of dimensions.  It has no beginning or end, but rather a centre, from which it grows.  Mille Plateaux is therefore made of plateaux, rather than chapters, which can be read in any order and the reader may see links between any few plateaux, in any temporal and spatial order.  It is this rhizomatic principle which guided me in the presentation of the journey.  

The interweaving and alternating of conventional research and textual focus is intended to illustrate, conceptually as well as structurally, two interactions.  The first is the interplay between the subjective sense of self of an individual and his environment in the conceptualisation of quality of life.  The BwO becomes, through such a nomadic journey, between territorialisations.  The second concerns the territorialisation of quality of life as a concept and the interaction between its territorialising forces.  Like a nomad, the reader is asked to enter each chapter, knowing that it will soon be time to move on.  In as much as it is possible within the confine of the written word, this section attempts to provide a physical support to nomadism.  It, however, has a beginning, an end and clear links, and can only therefore be (rhizomatic), in that it is inspired by Deleuze and Guattari’s concept, but contains many more striations than their oeuvre.  
The Journey 

The journey starts by exploring how Pinocchio can inform us on created popular assumptions about the health services and their relationship to the chronically diseased body and quality of life.  Pinocchio has an impaired body in that it is made of wood, which is inscribed by the medical discourse in searching for the cure of becoming a real little boy.  Pinocchio is an animated puppet.  As such, he is at once full of life and made to look alive.  This leads to a deconstruction of the opposition between life and death.  

The following step in the journey exposes quality of life through service development A.  There, the emphasis is on the rationale behind the service development and the ways in which this relates to its users’ life.  Institutionally, life quality is measurable, quantifiable and linked to present bodily functions, both in time and in space.  Individually, life quality sits within one’s life history and social environment.  This chapter introduces the notion of the MS-ised body as a new territory.  

The opposition between health and disease is then deconstructed.  This also serves as an introduction to the representations of long-term conditions in popular television.  Templates frequently used in television programming, such as freaks and villains, are exposed within the context of the representation of long-term conditions.  These are presented as a template yet to be reversed and predominantly inscribed by a medical discourse that focuses on prevention and cure.  This leads to a discussion of the notion of dependence and independence and the way in which they are conceptualised as oppositionally situated to one another.

The journey’s next stop is at service development B.  The focus there is on group attitudes and interactions during the MS physiotherapy intervention and on the embodiment of exercise regimes.  Here, disowned bodies become active and talk about the bodily effect of feeling empowered.  A discussion of empowerment, agency and disempowerment follows. 

A political focus is then put forward, with the deconstructive analysis of the NSF for Long-Term Conditions (DoH 2005).  It focuses on notions such as independence and patient empowerment, as well as quality of life.  It gives rise to a discussion on care pathways as territorialising devices, based on the prevention of relapses and impairments.  This serves as introduction to the deconstruction of certainty and uncertainty-risk as opposed constructs.  
The analysis of the last MS physiotherapy study site (C) closes the journey.  It provides an exemplar of the ideas put forward in the NSF and focuses on the idea of the defragmentation of services for people with MS.  The analysis shows how this streamlining of a service may lead to a temporal fragmentation of its users’ lives.
Conclusions 

The final content and structure of this thesis results from the inherent tensions between the demands of a postmodern stance and the requirements of an academic thesis.  As a result of this, as much as through the theoretical framework underpinning it, this work is temporally and spatially contingent.  Most research endeavours aim to ‘add to knowledge’, but rarely question the knowledge or power that pre-existed them.  A thesis, when it claims allegiance to postmodernism, I feel should not only question reasonable assumptions, but also question the conventional structure of what a thesis is expected to adopt.  This is my rationale for the dis-organisation used.  Deleuze and Guattari (1980) state: 

In a book like in any other thing, there are articulating and fractioning lines, there are stratifications, territories; but also lines of flight, movements of deterritorialisation and destratification (1980: 9-10).

As such, a book can be a stratifying edifice, but can concomitantly contain deterritorialisations that can open up possibilities for a BwO.  So while the knowledge creation has been academically recognised, I hope that this thesis also extends the frame of reference within which PhDs are formed and examined.

I have exposed throughout this work my understanding and use of the concepts of nomadism as conceptualised by Deleuze and Guattari (1980).  Fox (1999) proposes that, methodologically, reflexivity / intertextuality and action research fit in a nomadic framework.  Through this work, I wish to propose an alternative view, which entails a nomadic textual approach.  I have proposed here a physical nomadism, in between texts, that incorporates the playfulness of words and sources, as an acknowledgement of the complexity of quality of life as a concept.  The (rhizomatic) structure of the textual journey, I propose, is therefore a structural operationalisation of nomadism.  

I have approached quality of life both through different texts, and as a text itself in need of deconstruction.  This flexibility is inherent to my understanding of nomadism.  It is not presented here as the right way of ‘doing’ nomadism, but rather as one possible approach, which inherently recognises its own limitations.  This thesis therefore does not claim the status of truth, but rather values a constant process of questioning.  It is limited by the particular texts it includes, as well as by my particular interpretation of nomadism.  

Quality of life is fixed in time through the concept of risk, and in bodily spaces (health, illness), social spaces (empowerment, risk) and conceptual spaces (life, death).  These concepts often act as signifiers for the text of quality of life and, as such, limit its frame.  It is therefore territorialised to fit regimes of truth that may be as destructive as they vow to liberate.  The territorialised body with a long-term condition emerges as a dys-organ-ised entity with erratically evolving possibilities, and quality of life the potential to engage in a liberating process of deterritorialisation.  This work aims to create the space for a conceptualisation that is based on individual circumstances and that acknowledges the assumptions and prejudices of the society in which we live.  By recognising and disrupting these discursive practices, I hope to extend the boundaries within which we perceive and conceive quality of life.
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