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Rebecca Anna Bitenc
Dementia Narratives in Contemporary Literature, Life Writing, and Film

This thesis aims to delineate the affordances and limitations of narrative,
and narrative studies, for the project of developing new ways of
understanding, interacting with, and caring for people with dementia.
Engaging with a growing body of contemporary dementia narratives, it
investigates the potential of life writing and fiction as a means for exploring
the phenomenology of dementia. In particular, the study considers the extent
to which dementia narratives align with or run counter to the dominant
discourse of dementia as ‘loss of self.’” In considering the question of
selthood and identity, the study highlights the need to attend to embodied
and relational aspects of identity in dementia—as well as in the stories we
tell about dementia. Finally, even as the thesis disputes the idea that the
modes of empathy fostered by narrative lead in any direct or simple way to
more humane care practices, overall the analysis suggests ways in which
both fictional and non-fictional narratives may contribute to the
development of dementia care—particularly to the ethical exploration of
caregiving dilemmas. From a broader perspective, in engaging with
dementia narratives across genres and media, this thesis demonstrates how
ideas from literary narratology bear relevantly on current debates about the
role of narrative in the medical or health humanities.



Dementia Narratives in Contemporary Literature, Life
Writing, and Film

Rebecca Anna Bitenc

Doctor of Philosophy

Department of English Studies
Durham University

2017



Acknowledgements

I would like to thank my supervisors David Herman and Patricia Waugh. A
special thank you goes to my primary supervisor David Herman, for his
exceptional supervision, inspiring intellectual curiosity and generosity of
spirit.

I would like to thank the Arts and Humanities Research Council for funding
my research, as well as the Faculty of Art and Humanities, Department of
English Studies and Ustinov College, Durham for financial support over the
years.

Thank you to my parents, Karl and Deborah Reichl, and all my friends who
have contributed in their own unique ways over the years.

Finally, an enormous thank you to my husband Urban: for sharing your life
with me and for your steadfast support throughout this entire venture.



To Clara Maria



Table of Contents

LIST OF ILLUSTRATIONS ....c.utiitietieeteitieiteeseesteeteesseeseessesssesseassesssessessssessesssesssessesssesssesssessesssesssesssesseessesses 3
INTRODUCTION: (RE)CONSIDERING DEMENTIA NARRATIVES ............ccovvveeeeeaceeaenraannn.. 4
THREE STARTING POINTS ....oiiuiiiiiiiieiiiiticitettete ettt ettt et stteste e teesbeesbasssesseesbeesbaessasssesseenseessesssesseensennns 4
BIOMEDICINE AND THE CULTURAL MEANING OF DEMENTIA..........cotiiiiiieiiieeenieeeeireeeeieeeeseeeeesneeesnnneeens 7
THE ALZHEIMER’S ‘EPIDEMIC’: CONSIDERING CARE, COSTS AND SOCIAL JUSTICE
THROUGH LITERATURE ......ccutiitiiitietieeieiteesteeseesseeseasseeseessssssasssasseesseessssssassessseessesssesssaseessesssesssesseessessses 16
WHY NARRATIVE? THE LIFE WORLD APPROACH TO DEMENTIA .......ccviveiiiieeeiiieeeiieeereeeeeeeeeeeeeee e 23
1 ‘lliness Narratives’: Countering Biocultural Master Narratives and Exploring
the Phenomenology Of IIINESS ..........cccoouoiiiiiiiie ettt 26
2 Debates in Medical Humanities: Considering Narrative Empathy and
INAFFALIVE ETRICS ...ttt 29
3 Narrative (And) SO0 ..............cccooioiiiiiiie ettt 33
4 Narrative as Tool for Meaning-MaKing.................ccccoouviiiiieiiieiiie e 35
OUTLINE OF CHAPTERS . ....cttiittitteteetteiteesteeteeteesteesseesseessesseassaesseessesssesssasseessesssesssessesssesssesssessesssesssessenns 38
PART I STORYTELLING AND THE PHENOMENOLOGY OF DEMENTIA .................... 41
CHAPTER 1 NARRATING EXPERIENCES OF DEMENTIA: EMBODIED
SELVES, EMBODIED COMMUNICATION ...........ccccouueiaeieieaeieeeeecieeeeeeeeeeaeeeeeveaeesvaeeesevaeaeeans 42
EMBODIED SELVES, EMBODIED COMMUNICATION ......ccoviiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeeeeennaeeeneeeeeeeeeeeeeeeeaeeens 44
INSIDE VIEWS: LIFE WRITING BY PEOPLE WITH EARLY-ONSET ALZHEIMER’S ......coeeeiiieeeiieeenieeeennnenns 48
MEOINOFY ...ttt 50
LARGUAZE. ...ttt ettt 53
Bodily Engagements: Perception, Movement and the Senses..............c.ccoeuvouemiiieiiiieeiieanieeseaee 55
Emotions And COGNITION. ............c.c.cccviieii ettt ettt ettt ettt et e e e eeeas 59
TTEIM@ ... ———————————_ 61
The Social World: Intimate Relationships and Strangers..............cccoccceeevcveviieeiiiesiieieieeee e 63
Being-at-one-with-the-world: The Experience of Flow in Dementia ................cccccoevevveencrennnannnn. 66
FROM THE CAREGIVER’S PERSPECTIVE: INTERSUBJECTIVITY IN DAVID SIEVEKING’S
DOCUMENTARY VERGISS MEIN NICHT ......ccuvuveeiieeeaeeeeeeeieeesseeeessaeeesnseesssseeesnsaeessnseeesnnseeesnnsaeesssseessnsees 70
Viewing Symptoms Of DEMERTIA. ................cccueeiuiiiiiieiie et ettt e e 71
The Communicating Body i1 FIlI ............cccocoiiiiiiiiieeie et 74
Embodied Selves and Relational SelVes.................cooovvueeeiiemiiieee e 79
CONCLUSION.....ccttiiteeteeeteetteeteeteeeteettesteesseesseessestsesseesseesseassassaesseesseessasssasseesseessesssesseessesssesssesseensenssessenns 82
CHAPTER 2 FROM THE OUTSIDE IN? DEMENTIA IN FILM AND THE
INOVEL ...ttt e et e e ettt e e et e e e e etae e e sab e e e estaeeessssaeessssaeeeassaeeesssaeesssseaeansaneeanes 84
STILL ALICE: FROM FICTION TO FILM......oiiiiiiiiiiiiiiiiie ettt sttt ee e e et e e e e e sntaeasnneesennes 86
EXPERIENCING DEMENTIA/EXPERIMENTING WITH THE NOVEL ....cccuvieiiiiiiieeiieerienereeieeesreesveesseeneneenens 94
OUL OF IMIIIA. ...ttt 95
House MoOther NOTMAL ......cccuviiiiiiiiiiiiee ettt e e e e e e e setaeeeetveeeeseraeeesntseeesnnes 101
The UNCONSOLEA ....eiiiiiiiieeiie et et e e ree e e et e e e et e e e eabeeaeestbeeeeaseeeesasaeeennreeas 110
CONCLUSION . .....eottiitteteeeteetteettesteeseeseessesseeseesseessesssaseasseessaessassesseasseessasssesseesseesbesssassesseenseensessseseenns 117
PART II LIFE WRITING, SELF-WRITING ............ccooiiiiiiiiiiiiee e 124
CHAPTER 3 LIFE WRITING AT THE LIMITS: NARRATIVE IDENTITY
AND COUNTER-NARRATIVES IN DEMENTIA ..............cccovooeueiaeeeeeeeieeeeeeeeee e 125
NARRATIVE IDENTITY IN DEMENTIA .....cottiiiiieeiiiieeeiieeeeteeeesteeeeneteessseeessnseesnseeessnseeesnsseessnssessnseeesnns 126
RECONSIDERING COUNTER-NARRATIVES .....ceeiiuiiieiuiieeeieiesateeesnneeesnnseeessnseeessseeesssseesssseessnsseesnsseeesnns 130
READING DEMENTIA AUTOPATHOGRAPHIES AS COUNTER-NARRATIVES.....cccoiiiieririeenrreeeeireeenneeennes 132
COHERENCE IN ‘BROKEN’ COUNTER-NARRATIVES: ‘MRS MILL> AND OTHER STORIES..........cccvvrrnnee. 142

1



CONCLUSION . ...eeutttette ettt eitee sttt ettt ettt ettt et e s bt e sabeesubeeabt e ettt ettt e bt e sabeesabeebeeeabeeeabeeeabeeeabeesabeenbaeenbeeebeenns 153

CHAPTER 4 RELATIONAL IDENTITY IN (FILIAL) DEMENTIA

CAREGIVERS’ MEMOIRS ..............ooooooeeeeeeeeee et eeeeee e evta e e tae e e avee e s asaeesnaaeeesnasaeesnsnees 159
THE AESTHETICS, ETHICS, AND POLITICS OF CAREGIVERS’ MEMOIRS .......cuvviiieeiiiiiieeeeeeiiieeeeeeeeeennens 159
GENDER, GENRE AND THE SELF: RETHINKING RELATIONAL IDENTITY IN DEMENTIA..........ccceeeeennnnee. 170

My Father’s Brain’ .....o..oooiiiiiiiii ettt et 171

Do You Remember Me? A Father, a Daughter, and a Search for the Self................c.c.ccoe 176

Tangles: A Story about Alzheimer’s, My Mother, and Me ...........c.ccoociniiniiniiniiiiii 183
CONCLUSION . ....cuutietteetieettesteesteessreaseseassaessseessseasssaassseassssassssasssessseessseesssesssssasssssssssssseessseessseensseenseeans 192

PART III NARRATING DEMENTIA/RETHINKING CARE.........cccoooiiiiiiiiieeeeeee e, 195

CHAPTER 5 CARE-WRITING RECONSIDERED: TOWARDS A NEW

PRACTICE OF DEMENTIA CARE..................occcoveieeeieeeeeee e et eeaeeeevee e saae e s avaeeeaaeea s 196
EXPLORING CAREGIVERS’ DILEMMAS......cccutteiiiiteeiteeeeireesssreesaneeesssseeessnseeessseessssseesssseessnsseesssseeesns 197
IMAGINING ALTERNATIVE APPROACHES IN DEMENTIA CARE ......oviiiiiieeiiieeeiiieeeiieeeeneeessneneesnneeesnens 210
CHALLENGING CARE PRACTICE ...ccuviiiiiiiieeiieeieeeteesteesieeestaeesaeseseesesaesssaessssasseesssaesssesssseessseenssesnseeans 218
CONCLUSION . ....cuutietteetteettesettesreestseasseassaessseessseasssaasseassssassasasssessssessseesssesssssasssssssssssseessseessseensseenseeans 220

CHAPTER 6 MAKING READERS CARE: BIOETHICS AND THE NOVEL ........................... 225
ETHICS AND THE NOVEL: COUNTERING, STEREOTYPING AND DISTURBING ......uuuvurruernrerrerreeeeeeeeeeeeeennn 228

Scar Tissue. Biomedicine and the Hermeneutics of Selfhood..............c..ccccovvoiiviiiiiiiiniianiiannns 230
House Mother Normal: DiSturbing Care..............ccccooiiciiiiioiiiiiiiioiiiee et 240
EXPLORING BIOETHICS: ‘THINKING THROUGH’ AS ‘LIVING THROUGH .......cceviiireeiiieeniieeeeeieeeneeeenes 246
Still Alice: (Precedent) Autonomy and Suicide in Dementia ..............cc..ccceeveeeieiieeeiienieanieennns 248
Have the Men Had Enough? Gender and the Economies of Care.............c.cccccccocivcinoincincnnnnnn. 256
CONCLUSION . ....cuttieiteeiieettesteesteessreassseassaessseessseasssaessseassssassasasssessseessseesssesssssassssssssssseessseessseensseesseeans 264
CONCLUSION AND OUTLOOK ...............cuuoveaaieeieeieeeeeeee et e esaeeesvee e evaeessaaeeesavaaesnaaaee s 270
BIBLIOGRAPHY ..............ooeeeeeeeeeeee ettt eetee ettt e e et e e et e e e aae e e s tas e e e saseeesassaeeessaeeeanssaeesnseeens 278



List of Illustrations

Fig. 1 Evoking ‘parallel experience’ in the reader through photographic style in
Henderson (1998:

Fig. 2 Using photographic style to elicit imaginative engagement with the ways
dementia changes the experience of  space in Henderson
(1998:10)....cveeiennn.. 57

Fig. 3 Flow and relationality captured in photography in Henderson (1998: 43;

Fig. 5 The problem of inversed child-parent relations in Haugse (1999: 31)....... 185

Fig. 6 Interplay of narrative voice and drawing style in the expression of emotion

in Leavitt (2011:
00) . .t 187

Fig. 7 Facial expression and gesture indicate emotional distress in Leavitt (2011:
2 188
Fig. 8 The question of coercion: Nonverbal communication of fear in Sieveking
(2012: 30:14;
3054 ) 201

Fig. 9 ‘Good grooming’: Ethical issues in personal care in Leavitt (2010:
110)...203

Fig. 10 Care as connection in Leavitt (2010: 111)........oooiiiiiiiiiiiiiiinn.. 204
Fig. 11 Figuring the effects of caregiver stress in Leavitt (2010: 116-117)........ 205

Fig. 12 Drawing style as part of narrative rhetoric in Leavitt (2010:



The copyright of this thesis rests with the author. No quotation from it
should be published without the author’s prior written consent and
information derived from it should be acknowledged.

Introduction: (Re)considering Dementia Narratives

Three Starting Points

Consider these three descriptions of dementia:

Dementia is a syndrome due to disease of the brain, usually of a chronic or
progressive nature, in which there is disturbance of multiple higher cortical
functions, including memory, thinking, orientation, comprehension,
calculation, learning capacity, language, and judgement. Consciousness is
not clouded. Impairments of cognitive function are commonly
accompanied, and occasionally preceded, by deterioration in emotional
control, social behaviour, or motivation. This syndrome occurs in
Alzheimer’s disease, in cerebrovascular disease, and in other conditions
primarily or secondarily affecting the brain. (ICD-10, Classification of
Mental and Behavioural Disorders 46)

Mum says ... that she feels lucky and glad and relieved now Grandma is
dead. But she says she also feels a coward too because now Grandma is
dead she can ignore the problem of all the other Grandmas and she
shouldn’t, she should be inspired to do something and she knows she isn’t
going to. She is going to dodge the issue now. She doesn’t want to think
about senile dementia or hear about it or read about it ever again. She isn’t
an activist and she can’t help it. But somebody, somewhere, will have to do
something soon. They’ll have to. We’ve tinkered around enough with the
start of life, we’ve interfered with all kinds of natural sequences, and now
we’ll have to tinker with the end. Mum says, “Your generation, Hannah,
will have to have pro-death marches, you’ll have to stop being scared to
kill the old.” Will we?’ (Margaret Forster Have the Men Had Enough?
1989: 250)

I’ve been thinking about myself. Some time back, we used to be, I hesitate
to say the word, ‘human beings.” We worked, we made money, we had
kids, and a lot of things we did not like to do and a lot of things we
enjoyed. We were part of the economy. We had clubs that we went to, like
Kiwanis Club and Food Bank. I was a busy little bee. I was into all sorts of
things, things that had to do with music. Just a lot of things I did back then
when I was, I was about to say — alive — that may be an exaggeration, but I
must say this really is, it’s living, it’s living halfway. (Cary Henderson,
Partial View: An Alzheimer’s Journal 1998: 35)

Dementia represents a major public health concern. As our societies age,
more and more people are affected by dementia and the number of people

involved in providing dementia care—from family members to professional
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caregivers—is rising accordingly. Caregiving can constitute a tremendous
burden for family members, as they may experience ill health, depression
and social alienation due to their caregiving duties. Increasing incidence
rates, coupled with restricted financial and human resources, raise moral
questions about solidarity and caregiving. How much will future generations
be prepared to invest—emotionally as well as financially—in older and
increasingly incapacitated generations? At the same time, international
reports and local care scandals show that dementia care frequently falls
short of what may be called adequate or indeed humane care (see also Burke
2016). People with dementia' are disadvantaged, neglected or even abused.
Rectifying such situations and creating sustainable and humane dementia
care, in which both caregivers and people with dementia can thrive,
represents one of the global challenges of the present century.

In this socio-political context, dementia has also, however, become part
of the cultural imaginary. Indeed, dementia has become ubiquitous in our
times. It features not only in news reports, but in TV series, films, novels,
plays,” short stories, autobiographies, graphic memoirs and documentaries.
It has become a major theme in poetry and even a topic deemed suitable for
operatic exploration (see Maxwell and Langer 2010). Dementia is discussed
on radio programmes, via personal blogs and during coffee breaks. It is
considered a ‘tragedy,” a fate ‘worse than death,” or ‘a death that leaves the
body behind.” Due to the progressive loss of cognitive functions, people
with dementia lose their memories and their ability to use language—
qualities often viewed as defining ‘what makes us human.” People with
dementia are considered to have lost their ‘self’ and are therefore at risk of
being denied personhood. In short, dementia has become one of the most
dreaded diseases in Western societies. But what is dementia? Why has it

become such a feared disease? What does it mean in the current economic

" A note on terminology. First, talking about ‘dementia’ and ‘people with dementia’ may
seem to suggest a homogenous group and clear-cut, stable disease category. However,
dementia is a progressive disease syndrome with variable patterns of symptom progression.
Second, throughout this study I prefer the descriptive term ‘people with dementia’ over the
terms ‘victim’ or ‘afflicted person.” While I use the adjective ‘dementing’ for characters in
novels, as it stresses the progressive nature of the disease, I avoid the use of ‘dementing’ or
‘demented’ in relation to actual people with dementia.

* See, among others, Tom Murphy’s Bailegangaire (2009), Abi Morgan’s 27 (2011) and
Fiona Evan’s Geordie Sinatra (2013).



and political climate? And what, finally, can a literary exploration of

dementia contribute to our understanding of dementia and of its place in our

society?

In this introduction I address these and other questions raised by

narratives about dementia while using the three starting points quoted

previously as touchstones for my discussion. Exploring first the ways

dementia has been configured and reconsidered will enable me to address

the question ‘why narrative?’ in terms of four discrete, but interrelated,

reasons for examining narrative and concepts of narrative identity when

considering dementia in contemporary literature and life writing:

First, both fictional and non-fictional illness narratives may
contribute to a better understanding of the phenomenology of
dementia. In this thesis, I explore the possibilities and limitations of
narratives of dementia to further our understanding of the lived
experience of the disease—especially vis-a-vis narratives told ‘from
the inside’—and their ability, or indeed inability, to counter negative
stereotypes of people with dementia as ‘living dead.’

Second, narrative is at the heart of a number of debates within the
medical humanities (Charon 2006, Woods 2011), and indeed the role
of the humanities in society at large (Nussbaum 1997). The novel, in
particular, has been central to discussions about narrative empathy
and pro-social action (Keen 2007) and about narrative ethics more
broadly (Morris 2002, Nussbaum 1990, 1995,). Issues of narrative
empathy and narrative ethics both emerge as important concerns in
my study of dementia narratives.

Third, narrative identity has come to the fore in discussions about
what constitutes selthood and how we claim identity for ourselves. It
has been argued that identity is always narratively constructed
(Bruner 1991, 2004). Such a view has both positive and negative
implications for people with dementia. Determining the limits of the
narrative identity hypothesis as well as suggesting the importance of
considering the embodied and relational aspects of identity in
dementia (and in stories about dementia) constitutes another

important strand of my research.



- Fourth, and finally, narrative functions as a sense-making device
(Herman 2013). I contend that in order to make sense of dementia
we need to consider it at the person-level rather than at (or at least in
addition to) a sub-personal level, where phenomena such as
neurotransmitters, neurons and fibrillary tangles are situated.
Dementia narratives open up the possibility of exploring dementia
(and indeed, other aspects of what it means to be human) at the
person-level. While I do not mean to suggest that neurological
research into the disease does not have its place, given the personal
and societal effects of dementia there is also an urgent need to
consider this disease syndrome holistically and within the domain of

human action and meaning.

A comprehensive analysis of the ways dementia is represented in
contemporary film, fiction and life writing is beyond the scope of this thesis.
However, by engaging with a range of case studies across different genres,
media, and modes,’ I outline ways of understanding the cultural significance
of dementia, with a view to developing a more nuanced understanding of
how we construct and consequently live with this disease syndrome. My
aim is to raise awareness for an underexplored strand of contemporary
literature—that is, fictional and non-fictional dementia narratives across a
range of media—to situate this literature in contemporary discourses about
dementia, and to mine its potential for an as yet imperfectly understood and

certainly underfunded area of health care: dementia caregiving.

Biomedicine and the Cultural Meaning of Dementia

Neurobiological disease models of dementia currently underpin our

understanding of what dementia is. Indeed, the neurological disease model

? Usage of the term ‘mode” differs between theorists but a broad distinction can be drawn
between uses of the term in local and global senses (Ryan 2005: 315). In the local sense,
mode refers to the different ways or types of representation within a narrative text (such as
perspective or focalisation) as well as different types of representation across different
narrative media (such as audio-visual in film but not print texts). In the global sense, mode
is used as a term for what might be called macro-genres or higher-level text types, such as
lyric, epic, and drama. Since the focus of this thesis is on narrative, my chief concern is
with mode taken in the local sense.



has come to be the dominant way of understanding dementia. In this thesis, I
largely take this model for granted and accept the distinctions between
different forms of dementia—among others, Alzheimer’s disease, vascular
dementia, fronto-temporal dementia and dementia with Lewy bodies. Rather
than delving into state-of-the art neurobiological explanations of the disease
syndrome, I here trace the biomedical history and the biocultural meanings
attached to dementia, in order to suggest some reasons why dementia
narratives—the stories we tell each other about dementia across different
media and in different contexts—need to be considered (or perhaps
reconsidered) in the first place.

Dementia is a progressive neurodegenerative syndrome. As highlighted
in the definition quoted at the outset, common symptoms include a range of
impairments to cognitive functions, among them memory and language.
Furthermore, dementia can be caused by multiple underlying conditions,
such as cardio-vascular dementia, AIDS or Alzheimer’s disease. Since
Alzheimer’s currently constitutes the most common cause of dementia it
frequently stands in symbolically for the disease syndrome.® Despite
difficulties in determining the factors that cause dementia, as well as
difficulties in distinguishing ‘normal’ from ‘pathological’ ageing,” the
neurobiological explanation of dementia as brain disease presents the
dominant and accepted mode of understanding the symptoms of memory
loss and cognitive decline which frequently accompany advanced old age—

and in rarer cases affect young or middle-aged adults.’

* In much of the non-medical literature on dementia, ‘Alzheimer’s disease’ is used to refer
to all types of dementia, although dementia actually constitutes the umbrella term. I prefer
to use the term ‘dementia’ as both the more accurate and more inclusive term. Nonetheless,
although dementia represents a disease syndrome, that is, a constellation of symptoms that
may be caused by a number of underlying diseases, for ease of reading I refer to dementia
as ‘disease’ in the singular.

> See the famous ‘Nun Study’ in which the brains of elderly nuns who manifested
symptoms of dementia while alive did not show the characteristic plaques and tangles of
Alzheimer’s on autopsy, while conversely, some of the brains that manifested plaques and
tangles belonged to individuals who had not shown any symptoms of dementia when living
(Snowdon 1997). The study has recently been explored in the stage drama 27 (Morgan
2011).

® For dissenting views compare Whitehouse (2008) who questions the validity of the
Alzheimer’s disease category. For other dissenting voices see Holstein (2000: 171).



In the ‘age of Alzheimer’s’ it may be difficult to imagine that cognitive
decline in old age was not always considered pathological.” As far back as
2200 BC Egyptian vizier Ptahhotep describes the effects of old age as
entailing feebleness, childishness, the loss of language and—significantly—
the loss of memory (Wetzstein 2005: 24). Memory loss, lack of orientation
and difficulties with tasks of daily living—now considered symptoms of
Alzheimer’s disease—were long considered ‘natural,” that is, expected
aspects of ageing. Conversely, some classical writers considered old age
itself pathological. The history of medical and cultural attitudes to old age
and age-related decline is long and complex (see, among others, Thane
2005). Further, there 1is significant variability across cultures in
understandings of the life-course. Both a diachronic exploration as well as
cross-cultural comparisons of attitudes towards people with dementia are
worth exploring in their own right—and might shed light on contemporary
(Western) constructions of the disease.

Diachronic or cross-cultural comparison, however, would have made
this study scientifically unmanageable. I am not concerned here either with
tracing a literary history of the disease, or indeed with retrospectively
‘diagnosing’ characters in Shakespeare or Dickens with some specific form
of dementia (cp. Douglas 2008). Instead, I consider dementia principally as
a contemporary ‘problem’—as it is currently construed in medical, socio-
economic and demographic terms—and examine the way this problem of
dementia is constructed in the cultural imaginary.

The conceptual history of dementia is well documented (see amongst
others Ballenger 2006, Fox 1989, Gubrium 1986, Holstein 1997, 2000,
Leibing and Cohen 2006, Shenk 2001, Wetzstein 2005, Whitehouse,
Maurer, and Ballenger 2000). Most accounts begin with Alois Alzheimer’s
well-known case study of his patient Auguste D.—a fifty-one-year-old
woman who presented at his clinic with paranoia and memory problems.
After admittance to a mental hospital, Auguste deteriorated rapidly over the
next few years, becoming progressively cognitively impaired, disorientated,

delusional, and hostile (Shenk 2001: 13). When Alzheimer dissected her

7 See Leibing and Cohen (2006) on the pathologisation of senility.



brain post-mortem, he discovered the amyloid plaques and ‘senile’ or
neurofibrillary tangles which have since become the hallmark of
Alzheimer’s disease. Although Alzheimer presented his work in 1906 and
Emil Kraeplin named the disease after him in 1910, the disease category lay
more or less ‘medically dormant’ until the 1960s (Gubrium 1986: 1). Even
Alzheimer himself evinced some uncertainty over whether his case
represented a new disease category or could be equated with the more
common form of senile dementia. It was only in the late 1970s and early
80s, due to a complex set of socioeconomic, technological and political
developments, that dementia emerged as disease category (Ballenger 2006,
Fox 1989, Gubrium 1986, Holstein 2000, Lyman 1989). Alzheimer’s
became the dread ‘disease of the century’ (Thomas 1983). It is worth
keeping in mind the complex social history of the biomedicalisation of
dementia when approaching this disease or disease syndrome as a
contemporary problem. Tracing the history of Alzheimer’s highlights the
degree to which disease, in general, is always at least partially socially
constructed (Hacking 1999a, b) and accrues meaning in its bio-cultural
context (Morris 1998).

While demographic changes clearly play an important role in the
contemporary ‘rise’ of Alzheimer’s, the particular fear generated by
dementia is arguably linked to the fact that this condition threatens core
values in contemporary Western societies, such as youth, productivity,
autonomy, capability and rationality (Basting 2003a, Snyder 1999).
Importantly, the worth of a person, or indeed the status of personhood itself,
is determined on the basis of whether or not a person can conform to these
values. As ethicist Stephen Post argues, ‘We live in a culture that is, at least
in large segments, dominated by heightened expectations of rationalism and
economic productivity, so clarity of mind and productivity inevitably
influence our sense of the worth of a human life’ (2000: 5). Post calls
attention to the risks inherent in such ‘hypercognitive’ value systems, in that
people with dementia may be removed from the sphere of moral concern.
They frequently become victims of abuse and neglect. In the worst case,
their lives might no longer be considered worth protecting and they may be

under pressure to consent to ‘assisted suicide’ or may become the victims of
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euthanasia or murder. Indeed, as Megan-Jane Johnstone reveals, the way
media coverage constructs dementia and thereby influences public
understanding of the disease has contributed to what she perceives as a
subtle but noticeable shift towards euthanasia as a ‘solution’ for people with
dementia at any stage in the disease (Johnstone 2011, 2013).

If people with dementia are dehumanised, the core element of this
dehumanisation lies in the fact that dementia is commonly understood to be
synonymous with ‘losing one’s self.” This notion long remained
unquestioned and formed the basis of both popular and scientific
understandings of the disease (see Millett 2011). Indeed, as Herskovits
(1995) argues, scientific literature on dementia tended to enforce the notion
that the self is lost, by using such disturbing metaphors as ‘death before
death’ and a ‘funeral without end’ (Cohen and Eisdorfer 1986, qtd. in
Herskovits 1995: 148). According to the sociologists Fontana and Smith, for
instance, in people with dementia ‘the self has slowly unravelled and
“unbecome” a self.” The authors assert that while the caregivers act on the
illusion that ‘there is a person behind the largely unwitting presentation of
self in the victim ... in reality there is less and less, until where once there
was a unique individual there is but emptiness’ (Fontana and Smith 1989:
45, qtd. in Herskovits 1995: 147). Such descriptions of dementia resonate
with images that characterise people with dementia as ‘shells,” ‘husks,’
‘ghosts of their former selves’ or even ‘zombies’ (Behuniak 2011).
Frequently family members will state of a person with dementia that ‘He is
no longer there,” or ‘She is long gone.” Although such descriptions speak to
the experience of loss that family members go through, such statements
deny the continuing subjectivity of the person with dementia. Indeed,
Herskovits characterises the current construction of Alzheimer’s disease as a
‘monsterizing of senility’ (Herskovits 1995: 153, original emphasis) and
Wetzstein speaks of a ‘demonisation’ of dementia in public discourse
(Wetzstein 2005). Such metaphors as ‘shell,” ‘husk,” or ‘vegetable’ are
deeply troubling since they risk removing people with dementia from the
sphere of personhood and hence moral concern (Post 2000).

Since the 1980s a growing body of research on dementia, especially

from a social constructivist perspective, has engaged in what Herskovits
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identifies as ‘reparative work’ (Herskovits 1995: 159); this work aims to
reconstitute the humanity and dignity of people with dementia and
challenges the notion that selfhood is simply ‘lost.” Karen Lyman (1989)
discusses how disease labelling and seeing all aspects of behaviour as
pathological facilitates social and medical control (599). The
biomedicalisation of dementia may result in, among other things, ‘a self-
fulfilling prophecy of impairment’ and ‘excess disability’ (Brody et al.
1971; qtd. in Lyman 1989: 599). In short, the conjunction of labelling and
stigma results in the ‘spoilt identity’ of the person to whom a disease label is
attached (Goffman 1963).

Tom Kitwood, a pioneer in dementia studies, similarly, draws attention
to the way social-psychological factors contribute to the process of dementia
and may thereby undermine the personhood of those living with the
condition. By highlighting the ‘malignant social psychology’ pervasive in
care settings, Kitwood explores the dynamic interplay between neurological
processes of degeneration and psychological factors such as
disempowerment, infantilisation, labelling and objectification in the
progression of dementia (Kitwood 1990, 1997: 45-49). His exhaustive
description of the factors which contribute to the dehumanisation of people
with dementia in care settings is followed by practical guidance on how to
prevent these processes from occurring: his dementia care mapping system
has since been implemented in numerous care environments with the aim of
developing more ‘person-centred’ care in dementia.

Steven R. Sabat and Rom Harré (1992) also approach dementia from a
social constructivist or interactionist perspective. They analyse speech data
from people with Alzheimer’s disease to show that ‘(1) there is a self, a
personal singularity, that remains intact despite the debilitating effects of the
disorder, and (2) there are other aspects of the person, the selves that are
socially and publicly presented, that can be lost, but only indirectly as a
result of the disease’ (444, original emphasis). Their argument is based on a
distinction between what they term self' and self’. Self' refers to ‘the self of
personal identity, which is experienced as the continuity of one’s point of
view in the world of objects in space and time ... coupled with one’s sense

of personal agency, in that one takes oneself as acting from that very same
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point in time’ (445), while self® refers to the number of selves ‘that are
publicly presented in the episodes of interpersonal interaction in the
everyday world, the coherent clusters of traits we sometimes call

299

“personae”” (445). The latter are usually discursively created through
narration and declarations and require the cooperation of others in order to
exist. Sabat and Harré reveal how the social positioning of people with
dementia as confused, and of their behaviour as meaningless, threatens the
recognition of their discursive acts as displays of selthood. In other words,
we need to listen to people with dementia in order to recognise them as
semiotic subjects (Sabat and Harré 1994). If we fail to do so people with
dementia lose their selthood—not due to the dementing illness but because
of the way they are socially positioned.

While setting a laudable example of paying attention to the words and
stories of people with dementia—one I intend to follow in this thesis—Sabat
and Harré perhaps underplay the role of neurological impairment in the
construction or deconstruction of ‘selthood.’ Further, their recognition of
selfhood overemphasises the ‘correct’ use of first-person indexicals (such as
references to ‘I’, ‘me’ etc.) as ‘proof’ that selthood persists. Their work
suggests that there is nonetheless a cut-off line at which the subjectivity of
the person with dementia ceases, and this cut-off line hinges on the use of
language. By contrast, Pia Kontos (2003, 2004, 2005) emphasises the role of
‘embodied memory’ and meaningful behaviour and gestures in people with
dementia as examples of the persistence of selthood. As I suggest in chapter
1, the vexed ontological question of the persistence of selthood in dementia
may perhaps best be understood if we replace Sabat and Harré’s self' with
the phenomenological description of selthood as the ‘first-personal
perspectival givenness’ of the world (Zahavi 2007). This subjective
perspective on the world, I argue, persists until the very end, as people with
dementia continue to experience their being-in-the-world as long as they are

alive. By contrast, self’—the social identities or personae of a person with
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dementia—may indeed be eroded, both by disease processes and social
interactions, relatively early on.®

More recently a growing literature explores the question of what may
actually constitute selthood in dementia. This question has been addressed
in, for instance, philosophical and psychiatric practice-based investigations
of the disease syndrome (Hughes, Louw, and Sabat 2006). While some
work in this area might be classified as ‘reparative’ in that it challenges the
construction of people with dementia as non-persons, other studies espouse
post-Lockean notions of identity, which posit that to be a person one needs a
certain mental unity, and awareness of oneself as persisting in time which is
grounded in memory—thereby clearly denying people with dementia a
claim to personhood. Of course, simply asserting that self- or personhood
persists does not resolve practical or ethical questions around the limits of
agency or moral responsibility. While the disempowerment of people with
dementia is to be lamented, the safeguarding of people with dementia and of
their caregivers clearly requires a difficult balance to be struck.

One of the reparative moves within dementia studies, with particular
relevance for this study, has been to see selthood as narratively constructed.
Research on how selthood is constructed in dementia, both by people with
the disease and by their caregivers, has been crucial in drawing attention to
the narratives people with dementia tell (Hydén 2011, Hydén and Orulv
2009, Lyman 1998, MacRae 2010, Phinney 2002, Ryan, Bannister, and
Anas 2009, Usita 1998) and also in emphasising the degree to which
identity construction relies on the collaboration of others (Sabat and Harré
1992, 1994, Small et al. 1998). However, as previously noted in relation to
Sabat and Harré’s work, some risks attach to positing identity as constituted
by narrative in the context of neurodegenerative diseases such as
Alzheimer’s. People with dementia do experience significant decline in their
linguistic capacities and in their ability to remember aspects of their life.
Both of these symptoms clearly affect the ability to ‘tell a life story’ and

thereby reclaim social identity for oneself. The present study explores this

¥ The terms ‘self,’ ‘identity,” ‘person,” and ‘life’ are frequently used interchangeably not
only in public but also in philosophical discourse. I acknowledge the contested nature of all
these terms, but for ease of reading refrain from placing them in quotation marks.

14



very tension, both in the context of fictional writing and in the context of
life writing by and about people with dementia. In particular, I investigate
how these narratives position themselves in relation to the dominant ‘master
narrative’ of dementia as ‘loss of self,” and to what extent narratives by and
about people with dementia may act as counter-narratives to the current
Alzheimer’s construct.

In short, the representation of people with dementia is not ‘neutral.’
Biomedicine has created a discourse of ‘facts’ about the disease syndrome,
but even this purportedly scientific description is an interpretation of the
disease which impacts on the way the disease is treated and experienced.
Biomedical approaches to dementia do not pay due attention to the way
diseases of all sorts are, in part, socially constructed; nor do they consider
the potentially harmful or iatrogenic’ effects of biomedical practice itself.
However, my focus here is not so much on biomedicine as it is on the way a
biomedical category like dementia is wedded to cultural meanings. The
damaging effect of disease labels lies not in the labels themselves but in the
cultural meaning that, because of these practices of naming and
categorisation, certain illnesses accrue (Couser 1997, Sontag 1979, 1989).

There are, as Lucy Burke underscores, ethical consequences that follow
from the ‘particular “descriptive” categories’ used to evoke Alzheimer’s
‘and the ways of seeing that they prescribe’ (Burke 2007b: 64).
Accordingly, the present study reconsiders the interpretive aspects of the
purportedly ‘descriptive’ categories we have developed: not just the
biomedical model of Alzheimer’s disease but the metaphors we use and
stories we tell to conceptualise dementia in the present age. As David
Morris suggests, ‘The stories we tell ... are not just entertainment. They are
the material with which a culture redefines its own image and self-
understanding’ (1998: 277). Examining the images and stories that have
grown around dementia may thus provide an insight into how contemporary
Western societies construct human identity. At the same time, understanding
‘how Alzheimer’s is perceived and represented’ will, hopefully, lead to

benefits for those living with this disease (see Basting 2003a: 88).

’ The term ‘iatrogenic’ relates to illness caused by medical examination or treatment.
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The Alzheimer’s ‘Epidemic’: Considering Care, Costs and Social
Justice through Literature

This section traces the ‘care crisis’ narrative that Margaret Forster’s novel
engages with and in doing so explores further reasons for attending to
dementia narratives. These reasons concern how such narratives relate to
current ethico-political debates about social justice in the context of a
dementia ‘epidemic’; how representations of dementia across a variety of
media and contexts contribute to the construction of dementia—with very
real consequences in the social realm; and how literary narratives can work
as a ‘moral laboratory’ for analsying caregiving dilemmas, thereby fostering
new ethical insights into and practices of dementia care.

Let us return to the second ‘description’ of dementia quoted at the
beginning of this introduction. This extract is taken from Margaret Forster’s
novel Have the Men Had Enough? (1989), a novel that explores the
difficulties of providing home care for an ageing relative with dementia.
The story is told from two different perspectives: the perspective of the
daughter-in-law, Jenny, and the granddaughter, Hannah. Neither of these
women, although intimately involved in caring for ‘Grandma,” is the
primary caregiver; rather, that role falls to Grandma’s daughter, Bridget.
The main conflict in the novel arises from Bridget’s desire to keep her
mother at home while her mother’s ever growing care needs make this
increasingly difficult for the family as a whole to sustain. The extract quoted
above must be situated in this larger context; rather than being a description
of dementia, it is a description of the daughter-in-law’s reaction to her
mother-in-law’s death. More precisely, it represents Jenny’s reaction as
mediated through her own daughter’s perspective and includes a discussion
about the responsibility and the limits of responsibility when it comes to
caring for people with dementia.

As Lucy Burke notes about this novel, Grandma’s death represents a
resolution of the care-crisis without actually offering a solution to the
problem of how to live with dementia or care for people with dementia
(Burke 2015: 39). Heike Hartung (2016: 202-203) goes so far as to suggest

that the novel advocates for suicide and euthanasia in dementia. While [
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disagree with the latter analysis, the novel clearly does raise questions about
the value and quality of life in dementia and about intergenerational justice.
In particular, it frames these questions through a feminist enquiry into why
dementia care is still predominantly carried out by women. It taps into one
of the most prominent narratives about dementia propounded through public
media—that is, of Alzheimer’s as an ‘epidemic’ that will lead to an
insurmountable ‘care crisis.” As a novel, though, Foster’s text offers its own
vision of this situation and invites its readers to think through some of the
complex ethical issues dementia raises. Extrapolating from this novel, I turn
now to a discussion of the socio-political context in which debates about
dementia care are currently framed, before suggesting, in a second step, how
fictional and non-fictional dementia narratives may contribute to this debate.

Dementia has become a major public health concern (World Health
Organization 2012). Demographic prognoses of ‘graying’ societies have led
analysts to cast dementia as an ‘epidemic,’ ‘plague,’ ‘rising tide,” ‘wave’ or
even ‘silent tsunami’ (Zeilig 2013: 260). Such rhetoric is motivated by
statistical estimates presented in the World Alzheimer’s Report 2009,
according to which the number of people with dementia will nearly double
every twenty years, to 65.7 million in 2030 and 115.4 million in 2050
(Alzheimer’s Disease International 2009: 8). Dementia is cited as the
leading cause of dependency and disability among older people and in 2010
the global economic cost of dementia was estimated at over 604 billion US
dollars (Alzheimer’s Disease International 2010: 5). Dementia, on these
accounts, represents one of the greatest social, health and economic
challenges of the twenty-first century.

Although Alzheimer’s Disease International and related associations
have been instrumental in raising awareness about dementia and improving
the lives of those affected, there are some negative implications inherent in
the plot-lines or master narratives that the association employs in order to
justify the urgent need for action. For one, the alarmist notion of an
Alzheimer’s epidemic or tsunami, fed by demographic statistics, is likely to
increase fear and dread of the disease. Such imagery dehumanises people
with dementia by turning them into an indistinguishable mass that will

‘swallow’ the resources of more able-bodied and able-minded sectors of
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society. We must therefore question the metaphors used to conceptualise
dementia and ask how they make us see, understand and feel about this
disease. On a different plane, as a number of scholars have pointed out
(Ballenger 2006, Fox 1989), the association’s lobbying strategy to increase
funding for research into the disease is usually based on the projected costs
dementia will incur if it is not cured. The advocacy movement uses statistics
to support their claim for urgent action, but this use of statistics unwittingly
undermines claims for more money to be invested in dementia care:
supporting people with dementia and their caregivers, or investing resources
in developing better insurance care plans and therapeutic interventions is not
(yet) a top priority.

Although health care provisions differ greatly between different
Western countries, dementia emerges as a problem case in all systems. An
in-depth analysis of the situation, specifically in the UK and the US, lies
beyond the scope of this introduction, but it is evident that dementia
challenges these systems, or rather that health care systems fail people with
dementia. In the US, for instance, middle class families affected by
dementia frequently fall through the net of insurance policies until they have
spent all savings and assets and qualify for state benefits. Furthermore,
policies such as Medicaid and Medicare often do not cover the type of care
a person with dementia still living at home needs. In the UK, an ailing if not
failing NHS struggles to offer the kind of care suitable for a person with
dementia. Although all patients suffer from the fragmentation of health
services and the lack of communication between different services, people
with dementia, in particular, would benefit from having a designated health
professional to organise all aspects of their healthcare. Government cuts to
the care budget of local councils mean that people with dementia cannot be
adequately cared for at home, resulting in increasing numbers of people
with dementia in hospital beds. However, hospital visits have been noted to
cause rapid decline in the functioning of people with dementia, due to the
unfamiliar environment hospitals present. Further, limited visiting hours for

caregivers deprive people with dementia in institutions of the familiar faces
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and support that would help orientate them and make them feel safe.'

In sum, institutions are not set up to cater to the needs of the deeply
forgetful. Professional carers are underpaid and over-stretched. Agencies
send different carers to people with dementia daily, undermining the
possibility for a care relationship to form. This means the person with
dementia is forced to accept help with dressing, bathing and other intimate
aspects of daily living from a string of different individuals. The list of
failings is long, perhaps endless. Importantly, besides these local problems,
changes to the basic principles of the welfare state over the last decades
have presented major challenges for dementia care. As Lucy Burke (2015)
notes, the spread of neo-liberalist economic tendencies adversely affects
dementia care by turning it into a commodity—one that will not be available
to everyone who may need it in the future.

The growing prevalence of dementia together with declining welfare
state systems then raises a number of questions. On the one hand, how do
we as a society rise to the ethico-political dilemmas dementia raises in terms
of social justice? What duty do we have to care for growing segments of
dependent people in society? How do we conceptualise people with
dementia and what effect does this have on their treatment in society? Are
we moving towards political recognition of people with dementia or will
euthanasia of the cognitively impaired become the norm in the next
decades? (Johnstone 2011, 2013, Kaufman 2006). As Verena Wetzstein
(2005) argues, the combination of the biomedical concept of dementia with
reductionist notions of personhood has serious implications for how we treat
people with dementia. No longer considered a person due to the loss of
cognitive functions, a ‘non-person’ may no longer seem to have a life worth
protecting. At the same time, the loss of cognitive functions inevitably leads
to a loss of autonomy which raises a different set of questions concerning
coercion and paternalism. How can the need to protect people with dementia
be balanced with the need to respect their autonomy? And what autonomy

do people with dementia retain when it comes to making end-of life

10 <John’s campaign’ in the UK (see http://johnscampaign.org.uk/#/) focuses on extending
visiting hours and generally making family caregivers more welcome in hospital
environments with the aim of supporting the well-being of people with dementia.
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decisions and to planning ahead through the use of advance directives or the
nomination of a proxy?

Fictional and non-fictional dementia narratives, I suggest, provide a
means to address, or at least articulate more precisely, questions of this sort.
Of course, literature does not provide answers or solutions to all the
challenges of dementia care, but it does complement other modes of enquiry
and offer a critical contribution to current debates. Critically analysing the
representation of dementia in contemporary literature will yield insights into
how our society conceptualises dementia, and particularly selfhood in
dementia. Fictional representations of dementia may suggest how dementia
narratives perpetuate stereotypes of ‘lost selves’ and ‘empty shells’ and
thereby confirm the stigma attached to the condition. At the same time,
literature may also critically reflect on current discourses, or may function
as a counter-narrative to the dominant masterplot of dementia. As the long
history of censorship demonstrates, literature is feared or revered—
depending on one’s perspective—for its subversive potential. And yet, as
my comments about stigmatising narratives suggest, literature also functions
as a tool for consolidating cultural attitudes and for legitimating certain
social practices.

In recent years, a number of literary and cultural scholars, as well as
scholars working in fields such as gerontology, have analysed the way
dementia is represented in contemporary literature, film and life writing (see
Swinnen and Schweda 2015). Foremost among them, Lucy Burke, a
disability scholar, has challenged the representation of dementia in film-
poetry (Burke 2007b), life writing (Burke 2007a, 2008) and fictional
narratives (Burke 2015, 2016). Burke specifically questions the notion that
selfhood is lost in dementia and explores how personhood is constructed (or
fails to be constructed) in illness narratives (Burke 2014). Her analysis
stresses the socio-political relevance of dementia discourses and the need to
challenge cognitivist notions of personhood in the context of neo-liberalist
politics. Considering how dementia is represented in contemporary media
becomes an ethico-political process geared towards acknowledging the
personhood of people with dementia with the aim of recognising their basic

human rights to dignity and care.
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While scholarship previously focused mainly on representations of
dementia in the novel or life writing, it is now starting to catch up with the
recent surge of dementia films. Relevant studies range across Japanese film
(Asai, Sato, and Fukuyama 2009), Dutch documentaries (Swinnen 2012),
non-mainstream films (Cohen-Shalev and Marcus 2012) and British
‘biopics” (Wearing 2013, Graham 2016)."' Wearing (2013) and Graham
(2016), for instance, criticise the stereotypical representation of aged female
bodies and voices in biopics such as Iris (Eyre 2001), about philosopher and
novelist Dame Iris Murdoch, and the controversial film The Iron Lady
(Lloyd 2011), about Margaret Thatcher’s life with dementia. Wearing
argues that the latter film uses dementia as ‘a narrative ploy that legitimises
a subjective, one sided, and thereby depoliticised account of British politics’
(321), but does little to further the interests of people with dementia.
Graham by contrast draws attention to how cinematic portrayals of the
voices of women with Alzheimer’s can enforce damaging stereotypes of
dementia as narrative of decline and devastation. Both authors agree that the
ways dementia is represented in film, due to the affective potential by which
film does its cultural work—with film producing a form of ‘embodied social
knowledge’ (Wearing 2013: 323)—has serious implications for how we
think and feel about, and therefore how we act towards, people with
dementia.

Similarly, Andrea Capstick and her collaborators (Capstick, Chatwin,
and Ludwin 2015) have problematized representations of people with
dementia in mainstream film. They find that popular TV series and films
contribute to the epistemic injustice'” experienced by people with dementia.
Further, they argue that such representations are particularly dangerous,
compared to other fictional forms, such as the novel, as filmic
representations are more likely to be believed and be experienced as a direct
source of knowledge, because film involves ‘a heightened sense of reality’

(235). While such general claims about the reception of film, in comparison

"' David Orr and Yugin Teo (2015), by contrast, explore how dementia films reflect
caregivers’ responses to their partners’ shifting identities, rather than discussing the films’
representations of dementia per se.

"2 The term ‘epistemic injustice’ was coined by Fricker (2007) to highlight how particular
social groups are deprived of their status as ‘knowers’ and may consequently be
dehumanised (see Capstick, Chatwin, and Ludwin 2015: 231).
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to other media, should be examined more closely, I agree that ‘the benign
social realism of a TV drama’ might make ‘its acceptance as a faithful
representation of diagnosis, assessment, and prognosis in dementia more
likely’ (235). Importantly, because of the way fictional narratives employ
dementia to meet their own aesthetic and dramatic ends, Capstick and her
colleagues rightly caution against uncritically inserting filmic
representations of dementia into curricula for health and social care
practitioners on the assumption that this will have a ‘humanising’ effect on
future practitioners (238). More could be gained by teaching health
practitioners to read such films, and their own preconceptions about
dementia, critically.

Yet the focus, both in dementia narratives and in critical analyses of
these texts, is not always on the person with dementia. Indeed, it is only
recently that the subjective perspective of the person affected has begun to
be considered in social science investigations, in life writing by people with
dementia, and in artistic explorations of the disease. Most explorations of
dementia (both literary and scholarly) focus on the impact the disease has on
the family caregiver. Martina Zimmermann’s (2010) article ‘Deliver us
from Evil: Carer Burden in Alzheimer’s Disease’ is paradigmatic on two
counts: (1) the novels she discusses are written from the perspective of the
adult children of a person with dementia, and (2), the focus of her article is
on the ‘burden’ dementia constitutes for these adult children. While she
rightly suggests that fictional accounts of dementia may contribute to
‘constructive public discussion regarding end-of-life treatment of demented
patients’ (101), Zimmerman’s own analysis, however, is insufficiently
circumspect about the rhetoric and structures of desire that her two case
studies (Christine Devars’ Le Piano Désaccordé (2005) and Andrés Barba’s
Ahora Tocad Musica de Baile (2004)) may raise in their readers. In both
cases, adult children decide to terminate the life of their parent with
dementia: in Barba’s account the protagonist first nearly beats his mother to
death and then causes her to step in front of an oncoming car. In the
narrative, the mother is constructed as no longer human, and her life
considered undignified. Zimmermann does not explore the extent to which

dehumanising imagery and a hypercognitive approach to personal identity in
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the narrative may lead to evaluations of the son’s acts as, in her terms,
‘positively motivated’ (36).

Thus, both the fictional narratives and Zimmerman’s reading of these
texts highlight what may happen if one doesn’t engage critically with the
rhetoric of dementia as it is portrayed in discourse concerned with the
disease. Attending to the way dementia is constructed in the cultural
imaginary is crucial, since it informs the way dementia is lived, experienced
and treated. However, my argument is also more specific than that. I suggest
that dementia narratives, in particular, provide key insights into the
dilemmas of dementia care outlined above—dilemmas having to do with
resource allocation, best care practice, questions of autonomy and coercion,
and end-of-life decisions. Indeed, novels, films and life writing about
dementia may function as a form of ‘social phenomenology’ (Felski 2008:
89) or ‘practical counterpart of phenomenology’ (Waugh 2013), offering a
means to ‘live through’ (Rosenblatt 1995) and think through dementia care
dilemmas. In short, dementia narratives can work as a ‘moral laboratory’"
for considering the dilemmas of dementia care, with critical reading of these
texts contributing to a new ethics and practice of dementia care. Although
the Alzheimer’s disease movement since the 1980s has garnered increased
research funds in an effort to ‘defeat’ dementia (Fox 1989)—in the popular
militaristic parlance of contemporary illness discourse—a cure for the
multifactorial disease processes that cause dementia remains elusive. Since
there is no cure in sight, the question remains how people with dementia can
best be cared for and, also, how those who provide this care—professional
and familial caregivers alike—can best be supported (see World Health

Organization 2012: 68).

Why Narrative? The Life World Approach to Dementia

‘Some time back,” Cary Henderson tells readers of his Alzheimer’s journal,
‘we used to be, I hesitate to use the word, “human beings™ (1998: 35).
Reflecting on the many ways his life has changed due to Alzheimer’s, he

contrasts his life as it was ‘back then’—full of activities and

" See Hakemulder (2000) for empirical studies examining the effects of reading.
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responsibilities—with his current limited horizon: ‘Just a lot of things I did
back then when I was, I was about to say — alive — that may be an
exaggeration, but I must say this really is, it’s living, it’s living halfway’
(35). Henderson’s journal evokes in a lively fashion how the world of a
person with dementia changes—mentally, physically and socially. It is one
of a growing number of autopathographies'* written by people with
dementia about what it is like to live with this disease. As such, it is an
example of the explosion of contemporary illness narratives, written against
the background of biomedical interventions which risk depersonalising the
illness experience and reinforcing the cultural stigma associated with
disease. Henderson writes about no longer being considered a ‘human
being’ because of his inability to be a ‘productive’ member of society. He
details how Alzheimer’s interferes not only with his working life and
recreational activities but also with his ability to interact with others and feel
part of his family and wider social circle. Yet in doing so Henderson seems
to have internalised the values of the society he lives in. In describing
himself as only partially ‘alive,” as ‘living halfway,” he both expresses his
subjective experience of living with Alzheimer’s and also confirms
stereotypical views of the disease as a kind of ‘living death.’

If Henderson’s journal deals with the phenomenology of dementia and
the stigma attached to the disease, it also feeds directly into debates about
narrative identity and the politics, ethics and aesthetics of life writing.
Henderson’s journal represents a collaborative project: between Henderson
and the photographer Nancy Andrews, but also between Henderson and his
wife and daughter, who transcribed, organised and edited his many tape
recordings. Using a tape recorder allowed Henderson to tell readers about
his experience long after he had lost the ability to write. His journal thus
points to the limits to life writing in dementia. The episodic nature of the
‘musings’ in his journal also raises the question of how coherent a narrative

need be in order to function as an identity narrative—as a means of claiming

' For studies of autopathography, defined as life writing primarily about the progression of
a disease and written by the person affected directly by the disease, see, among others,
Couser (1999) and Graham (1997). Avrahami (2007) uses instead the term illness
autobiography. Hawkins’ study (1993) deals with both autopathography and pathography—
illness narratives written by the carer of the person affected by disease—under the heading
of pathography.
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selthood in the social sphere. More generally, Henderson’s autopathography
highlights several important roles narrative plays in current discourses about
dementia.

Although some of these roles are particular to life writing, others also
come into play in fictional dementia narratives, as brought out by the four
claims for the study of dementia narratives outlined at the beginning of this
introduction:

- First, fictional and non-fictional illness narratives may contribute to

a better understanding of the phenomenology of dementia and may
act as counter-narratives to the current Alzheimer’s construct.

- Second, narrative is central to debates within the (medical)
humanities in terms of delineating the potential role of literature—
specifically of narrative empathy and the ethics evoked by novels—
in relation to pro-social action.

- Third, identity can be considered to be (at least partially) constituted
through narrative. There is thus a need to determine the limits of the
narrative identity hypothesis—to explore its positive and negative
implications for people with dementia—while also considering the
embodied and relational aspects of identity in dementia (and in
stories about dementia).

- Fourth, narrative functions as a sense-making device that is
optimally suited to explore dementia at the person-level.

The latter claim, in particular, resonates with my previous discussion about
the biocultural significance of dementia and the way that the
conceptualisation of dementia—through medical paradigms, metaphors, or
stories—influences the way we see and act towards people with dementia.
Rather than reiterating how this argument is relevant to a whole range of
cultural productions—including but also extending beyond narrative—I here
focus on the primary role narrative plays in human sense-making. In what
follows, I outline the broader scholarly debates surrounding each claim in
order to highlight the relevance of my approach to current academic

discourse.
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1 ‘lllness Narratives’: Countering Biocultural Master Narratives and
Exploring the Phenomenology of Illness

In recent decades there has been both a surge in the publication of illness
narratives and a growing scholarly interest in these stories about illness and
disability—from Arthur Kleinman’s seminal The Illlness Narratives (1988),
across literary studies of ‘pathography’'> (Hawkins 1993, Wiltshire 2000),
to Rita Charon’s practice-based Narrative Medicine (Charon 2006). While
the focus was initially on doctors’ narratives of illness (Montgomery Hunter
1993),'% illness narratives soon became the prerogative of the ill person
herself. Indeed, illness narratives may be considered paradigmatic counter-
narratives which allow the ill person to reclaim her subjectivity in the face
of reductionist biomedical (Frank 1995) and culturally stigmatising
constructions of diseases (Avrahami 2007, Couser 1997)."” There are, of
course, problems in defining what constitutes the master narrative of
dementia and what may constitute a counter-narrative—as I discuss in more
detail in chapter 3. In general, however, counter-narratives become active
when one group of society is unduly marginalised or stigmatised (Bamberg
and Andrews 2004). While stigma invariably attaches to diseases (Goffman
1963), it seems particularly salient in those conditions that are in some form
culturally significant (Couser 1997). I argue that dementia is one such
culturally significant disease. As a disease of memory it taps into
contemporary Western societies’ concern or even obsession with the
capacity to remember. More importantly, it attacks those aspects of human

cognition that are considered to distinguish humans from other animals—

"> Auto/biographical illness narratives written, usually, by a family caregiver or by the
person affected by the disease (Hawkins 1993). ‘Autopathography’ was later coined to
distinguish the point of view of the ill person from the caregivers’ perspective (see, for
instance Couser 1991). Given that these texts aim to de-pathologise their authors’
experiences, Couser subsequently suggested the term ‘autosomatography’ (Smith and
Watson 2010). I use the term ‘autopathography’ when referring to life writing by people
with dementia and the term ‘caregiver’s memoir’ for dementia pathography written by
family caregivers.

'® See Whitehead (2014: 109-111) on the psycho-analytic focus in doctors’ narratives in the
UK context.

' There is a growing body of literature that deals with illness narratives and other
alternative approaches to illness in journals such as Literature and Medicine, The British
Journal of Medical Humanities, The Journal of Medical Humanities (US), The Journal of
Critical Disability Studies, journals in (auto)biography studies, and the online journal
Hektoen International.
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language, higher order thought, and memory. Dementia therefore goes to the
heart of discussions of what it means to be human. Consequently, the
disease syndrome activates many people’s worst fears in today’s aptly
described ‘hypercognitive’ society (Post 2000), since it leads to a
progressive loss in cognitive functioning—and, presumably, concomitantly
to a ‘loss of self.’

Although the condition of dementia seems to defy the possibility of
expression in autobiographical writing, there is a growing body of texts that
tell the experience of dementia from the perspective of the person affected.'®
Karen Lyman’s statement that ‘people with dementia are largely invisible in
most of [the Alzheimer’s] literature’ (1989:603) fortunately no longer
holds—although the representation, and the cultural salience, of the first-
person perspective remains low compared to the number of third-person
perspectives found in caregivers’ memoirs, documentaries, and
representations of dementia in mainstream TV series and films. In line with
findings about other illness narratives, autopathographies by people with
dementia can be seen as a means of reclaiming one’s identity and the
meaning of one’s experience from the biomedical domain (Basting 2003a,
Ryan, Bannister, and Anas 2009). Lisa Snyder contends, furthermore, that
the narratives of people with dementia present an important means of
bridging the gap in communication not only in early but also in later stages
of the disease. In a collection of narratives compiled through interviews
with people with dementia she writes,

Although the individuals profiled in this book ... are able to articulate their
reflections and feelings verbally, in all likelihood their expressions will
change over time form verbal to nonverbal — to more behavioural or
symbolic gestures. We rely on language as the primary vehicle of
communication to bridge minds. And when behaviour begins to speak, it
can be seen as a new language — one fraught with confusion and frustration
for both the sender and the receiver of the message. ... If we can learn the
themes of communication early on, perhaps we can be sensitive to the
ways they might be repeated later in the course of the illness. People may
continue to experience similar feelings but express them differently as their
confusion increases and their capacity to articulate decreases. (Snyder
1999: 10-11)

Autopathographies may, then, have a valuable contribution to make to better

communication and care in dementia. Both life writing by people with

'® See chapters 1 and 3 in particular for an exploration of narratives of this kind.
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dementia and by their caregivers may challenge the dominant cultural
construct of Alzheimer’s disease and question biomedical as well as care
practices while providing detailed insight into the experience of living with
dementia. These texts have something important to tell us about the
phenomenology of being ill (Carel 2008).

Nonetheless, there are inherent problems in dementia life writing. On
the one hand, caregivers’ memoirs raise ethical issues about representing
‘vulnerable subjects’, persons who are liable to exposure by an intimate
other or caregiver but who are unable to represent themselves or to offer
meaningful consent to their representation (see Couser 2004: xii, 2005). On
the other hand, people with dementia will eventually struggle to tell their
own story in verbally coherent form. Burke (2007a), for instance, suggests
that dementia autobiography, or what she calls ‘first person testimony’ is
not a suitable means for challenging cultural constructions of people with
dementia as non-persons. Kathlyn Conway (2007) points more generally to
the difficulties of expressing serious illness in language, especially in
narrative form. Her critique of the dominant ‘triumph narrative’ in
contemporary stories about illness 1is particularly relevant to
neurodegenerative diseases such as dementia. Indeed, I would extend this
critique to Frank’s elevation of the ‘quest narrative’ (Frank 1995) over other
ways of telling about an illness experience. People with dementia cannot
‘triumph’ over the disease in the terms of winning the ‘battle’ against the
progression of symptoms. Equally, they are unlikely to arrive at a stage in
their disease from which they can comfortably contemplate their experience
and share their insights with others, as Frank suggests. Of course, I would
not want to deny that people with dementia learn from their experience, and
especially that they have valuable first-hand knowledge to share with others.
However, questions of form, genre and narrative coherence need to be
thoroughly analysed when it comes to making claims about counter-
narratives in dementia discourse. To this end, the present thesis explores the
emerging genre of dementia life writing with a view to assessing its ability
to provide insight into the disease and into embodied selthood (ch.1), its
capacity to act as viable identity narrative and as counter-narrative to social

constructions of dementia as loss of self (ch.3), its status as an
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underexplored genre that has much to teach us about the relational, political
and ethical aspects of life writing more generally (ch.4), and its role as a
source of knowledge for rethinking dementia care (ch.5). Chapters 2 and 6,
by contrast explore the potential of fictional illness narratives: to provide
insight into the phenomenology of dementia and the working of narrative
empathy (ch.2), and as a tool for bioethical exploration of caregiving
dilemmas (ch.6).

Fictional narratives likewise evoke the life world of the person affected
and may potentially allow readers insight into the workings of that person’s
mind (Cohn 1978). They further raise the possibility of exploring the
complex phenomenology of this disease beyond the stage where the person
affected might still be able to communicate her experience verbally. The
question is then whether such texts may in some way imaginatively explore
and fill the epistemic ‘gap’ in our understanding of late stage dementia.
Again, such possibilities raise ethical issues around the representation of
vulnerable subjects, and, as suggested previously, dementia narratives may
not necessarily challenge but rather enforce cultural stigma surrounding the

disease.

2 Debates in Medical Humanities: Considering Narrative Empathy and
Narrative Ethics

In her work towards developing a new ethics of dementia care, Verena
Wetzstein (2005) suggests that the dehumanisation of people with dementia
is fostered by the outside perspective we necessarily inhabit. According to
Wetzstein, literature can further our insight into this disease and teach us to
value the subjective perspective of the person with dementia (2005: 192).
As I have argued elsewhere, fictional representations of dementia open up a
new way of relating to the reality of this disease, by simulating insight into
the mind of a person with dementia (Bitenc 2012)."” Wetzstein and I are not

alone in claiming that literature, and the novel in particular, provides an

' Similar claims about the potential of narrative to further our understanding of the
phenomenology of dementia have been made with regard to film, both with a focus on non-
mainstream cinematic idioms (Cohen-Shalev and Marcus 2012) and with a focus on
embodiment and relationality (Kéll 2015).
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inroad into understanding the life world of others. ‘Third person fiction’
Rita Felski writes ‘allows the narrator an epistemological privilege that
accrues neither to real life nor to the writing of history: unrestricted access
to the inner life of other persons’ (2008: 89).*° Further, she argues that the
novel ‘unfolds a social phenomenology, a rendering of the qualities of a life-
world, that is formally distinct from either non-fiction or theoretical
argument’ (89). Similarly, Patricia Waugh speaks of narrative fiction as a
‘practical counterpart of theoretical phenomenology’ (2013: 24). Even
scholars outside literary studies, among them philosopher Martha Nussbaum,
make claims about the wide-ranging effects of the immersive potential of
literature and its ability to render qualia, a sense of ‘what it’s like’ to be
another human being. ‘The greatest contribution literature has to make to
the life of the citizen’ Nussbaum writes, ‘is its ability to wrest from our
frequently obtuse and blunted imagination an acknowledgment of those who
are other than ourselves, both in concrete circumstances and even in thought
and emotion’ (Nussbaum 1997: 111-112). Nussbaum goes so far as to
suggest that the ability to empathise with others and meet them with respect
is inextricably bound up with, even entirely dependent on acts of
storytelling:

For the insides of people ... are not open to view. They must be wondered
about. And the conclusion that this set of limbs in front of me has emotions
and feelings and thoughts of the sort I attribute to myself will not be
reached without the training of the imagination that storytelling promotes.
(1997: 89)

While I do not doubt that storytelling plays an important role in shaping the
moral imagination and in developing the capacity for intersubjectivity (see
also Hutto 2007b), it is equally important to acknowledge the embodied
nature of intersubjective experience (Ratcliffe 2007, Zahavi 2007). Different
medial representations of dementia—across film, graphic narratives and
print texts—might be able to draw on and exploit such embodied
intersubjectivity, and not just the resources afforded by storytelling, to
further an understanding of others to differing degrees. More importantly,

the causal link that has been proposed between the reader’s experience of

%% A key question for research in this area: To what extent does access to fictional minds
translate or correspond to access to real-world minds.
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narrative empathy and consequent ethical, moral or altruistic action, must be
questioned—as Suzanne Keen stresses (Keen 2007). While the immersivity,
promotion of perspective taking, and affective richness of novels raises the
possibility that fiction may provide a special kind of insight into the
phenomenology of dementia, it is important to determine what literature can
and cannot do when it comes to enhancing the moral and empathetic
capacities of readers. My thesis goes beyond questions of empathy to
explore other ways in which narrative fiction may be relevant for dementia
care: namely, by opening up, and keeping open (see Whitehead 2011: 59),
important debates about specific dilemmas relating to the care of people
with dementia.

Indeed, the role that literature, and particularly narrative literature, plays
in our ethical or moral education has recently become a key topic in debates
within the medical humanities (Woods 2011). Angela Woods’ critique of
the limits of narrative does not necessarily entail that we disregard the role
narrative plays in the medical humanities entirely. Instead, it highlights the
need to consider other modes and genres of expression (such as poetry, art,
music, craft etc.) as well as the need to closely analyse the form and
function of different narratives.”' Consequently, the effects of different
narrative modes, media and genres on representing the phenomenology of
dementia constitute another important strand of my research.”> At the same
time, I also acknowledge the need to explore other avenues of expression
beyond narrative modes. If 1 do not address all of these expressive
possibilities in relation to the current cultural construction of dementia, this
is due to the (necessarily) limited scope of this thesis.

The question of narrative in the medical humanities must also be seen in
the context of wider debates about the role of the humanities—its methods
and resources—within this emerging field. The first wave of medical
humanities research and teaching was primarily concerned with inserting the

arts and literary texts into medical curricula in order to ‘humanise’ the

*! Whitehead (2014) similarly proposes an opening up towards other genres such as graphic
pathography, art, music, and drama since ‘there are dimensions of illness that do not readily
conform to conventional narrative modes’ and that remain ‘elusive to expression’ (115).

** Although there are strong arguments for categorising plays as narratives (Richardson
2007), I do not consider drama in this thesis. The omission was necessary to allow for
sufficient space to focus on questions surrounding narrative identity and caregiving.

31



practice of medicine. This approach has since been joined, and in some
cases superseded, by what might be termed second-wave medical
humanities. The ‘critical medical humanities’ are coming to the forefront,”
while, at the same time, the limitations inherent in the disciplinary label
‘medical’ are being challenged. The Aealth humanities aim to incorporate a
wide set of research questions and practices which include but also go
beyond medical settings (Crawford et al. 2010).** Both within medical
humanities contexts that remain concerned with improving the practice of
medicine—through medical training and by making social science and
humanities research relevant to medical contexts—as well as in research
that addresses societal concerns around health more generally, debates
continue to be waged over the exact role the ‘humanities’> are to play in
these contexts.

On the one hand, teachers, researchers and practitioners working in this
area are under pressure to make their work quantifiable according to the
standards of evaluation developed in the natural sciences in order for their
work to count in medical practice and policy making—in which case they
may be criticised for °‘selling out’ their disciplinary aims. From this
perspective, doing ‘medical’ humanities research is seen as a strategic
means to meet the requirements of Research Excellence Frameworks, in the
UK, and thereby survive the economic pressure generated by a global
neoliberalist economy (see also Spiegel 2012: 206). On the other hand,
medical humanities scholars are sometimes accused of ‘relying on dated
notions of humanism’ (Spiegel 2012: 206), in that they may be seen to
suggest that exposure to the arts and humanities—and especially narrative—
creates more humane, attentive and empathetic health care professionals
(Charon 2006, Greenhalgh and Hurwitz 1999).

Additionally, Therese Jones points to the tension between the

‘instrumental justifications for the humanities in medicine’ and the

2 See, for instance, a special issue in the British Journal of Medical Humanities (Viney,
Callard, and Woods 2015) and The Edinburgh Companion to the Critical Medical
Humanities (Whitehead and Woods 2016).

4 See also http://www.healthhumanities.org/. Last accessed 26/05/2016.

** Note that this disciplinary label is also misleading in that the medical humanities include
and are even driven by social science disciplines such as (medical) anthropology,
psychology and sociology.
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‘democratizing energies and dangerous possibilities’ of the humanities
viewed as an intellectual practice (2014: 27). Humanities research methods,
according to Jones, ‘enable and promote fearless questioning of
representations, challenges to the abuses of authority and a steadfast refusal
to accept as the limits of enquiry the boundaries that medicine sets between
biology and culture’ (Jones 2014: 27-28). Jones’ optimistic evaluation of the
almost ‘revolutionary’ potential of the humanities might, however, be
challenged in turn. If, as Maura Spiegel suggests, proponents of medical
humanities have been accused of ‘retrograde rhetoric regarding the
“humanizing humanities”” (2012: 205), they may also be criticised for
assuming a merely oppositional stance to biomedicine—providing an
endless ‘critique’ without being able to go beyond that critique. Overall, my
thesis focuses on the subversive and empathetic potential of literature but
also on the positive contributions critical literary scholarship may be able to

make in the context of rethinking current dementia care.

3 Narrative (and) Selfhood

As Amelia DeFalco (2010) has recently remarked, the notion that identity is
narratively constituted has become a theoretical truism. A whole range of
scholars have probed the extent to which life is narrative and selthood is
constituted through narrative (see Bruner 1991, 2003, 2004, Dennett 1993,
Eakin 1999, 2008, Ricceur 1991b, a, White 1984). However, such views
have not gone unchallenged (see, for instance, Sartwell 2000, Strawson
2004). In ‘Against Narrativity,” Galen Strawson (2004) argues, first, against
the ‘widespread agreement that human beings typically see or live or
experience their lives as a narrative or story of some sort, or at least as a
collection of stories’ (428). He calls this the ‘psychological Narrativity
thesis’ (428; original emphasis). Second, and as it turns out more
importantly, he challenges the ‘ethical Narrativity thesis’—a normative
thesis which holds that ‘experiencing or conceiving one’s life as a narrative
is a good thing; a richly Narrative outlook is essential to a well-lived life’
and crucial ‘to true and full personhood’ (428). According to Strawson, the

ethical and psychological Narrativity thesis combined ‘hinder human self-
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understanding, close down important avenues of thought, impoverish our
grasp of ethical possibilities, needlessly and wrongly distress those who do
not fit their model, and are potentially destructive in psychotherapeutic
contexts’ (429). Most importantly he highlights how according to strong
narrativist views of identity, such as Marya Schechtman’s (1996), he—and
with him many others—risk not being considered as persons at all (447).

Without going into all the particulars of this debate, the narrative
identity hypothesis is clearly relevant to discourse about people with
dementia. I have already highlighted how notions of selthood become a
contested terrain in discourse about dementia. People with dementia will
eventually struggle to tell a coherent life story and may risk no longer being
considered persons on that ground. At the same time, as discussed in my
earlier remarks about reparative moves in dementia studies, the concept of
narrative identity has also been employed to draw attention to how people
with dementia continue to claim identities for themselves, or how caregivers
and others who interact with the person with dementia may contribute to the
social construction of identity—perhaps by telling that person’s story for
them. As Lucy Burke notes, in the personhood movement models of
narrative identity have been used in two ways:

First, they have been evoked as descriptive frameworks for the
conceptualisation of the relationship between brain, mind, and person and
thus for the formation of personal identity in an intersubjective milieu.
Second, they have been used in a prescriptive sense as the basis for an
ethical argument about good dementia care that points to the importance of
the social environment and nexus of relationships in which people live.
(Burke 2014: 34-5)

As the latter approach highlights, narrative identity also becomes relevant
when considering the extent to which identities are constituted and held in
relationships. Relational identity, especially as it has been thematised in life
writing studies (Eakin 1998, Friedman 1988, Mason 1980, Miller 1994),
plays an important role in understanding how identity, both of the person
with dementia and of family caregivers, is constructed and reconstructed in
familial life writing about the disease.

The present study explores implications of narrativist accounts of
selfhood for people with dementia. I outline both the strengths and limits of

the narrative account when it comes to capturing the processes by which
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identity is expressed or constituted in the context of dementia. In this way, |
adopt a position within the debate that can be characterised as a ‘moderate’
or ‘qualified’ narrativist approach. Narrative is a crucial vehicle for
performing and communicating identity. Nonetheless certain aspects of
selfhood—understood in phenomenological terms as a persistent point of
view and an engaged creation of a life world—are better understood through
the lens of embodiment and embodied experience. Narrative can be a means
of communicating this changing sense of being-in-the-world—as in the case
of narratives told by people with dementia—but it is not constitutive of
selfhood as such. The ontological question of whether selthood persists in
dementia cannot easily be answered, and certainly not in this thesis. I
therefore propose, with Stephan Millett (2011), that we bracket or even
disregard the question of whether selthood is ‘lost’ and instead concentrate

on understanding the experience of dementia.

4 Narrative as Tool for Meaning-Making

My fourth claim concerning why we need to consider narrative in the study
of contemporary dementia discourses links back to my earlier comments on
the bio-cultural construction of dementia. Narrative constitutes a sense-
making device. It allows us to learn about how the world, including other
people in that world, function (Hutto 2007a, b). Narrative therefore shapes
the way we think about things. David Herman writes, ‘a focus on narrative
as a means for sense making emphasizes how stories do not merely evoke
worlds but also intervene in a field of discourse, a range of representational
strategies, a constellation of ways of seeing’ (2013: 13). They also shape
what it means to be a person, or to be human. Herman shows how
‘engagements with characters in narratives not only depend on but also have
the power to remold wider understandings of persons circulating in a given
culture or subculture’ (18; 193-224). Furthermore, he makes a strong case to
situate an approach to the study of the nexus of narrative and mind at the
level of persons and person-environment interactions (ix). Herman defines

the person level as ‘the level of the medium-sized, human-scale world of

35



everyday experience’ (x). He argues that whereas some cognitive
narratologists have pursued

a reductionist program of research based on the assumption that the
concept of person, and person-level phenomena, must yield to some more
fundamental level of explanation, such as neuronal activity, information-
processing mechanisms, or other causal factors operating at a subpersonal
level, ... it is at the personal rather than subpersonal level that narrative
scholars are optimally positioned to contribute to—and not just borrow
from—frameworks for understanding the mind. (Herman 2013: ix-x)

While Herman is concerned with a wider programme for illuminating how
narrative and the mind interact, attending to the person level, or what might
also be described as the semiotic level, in studies of dementia gains support
from other scholars. Sabat and Harré, for example, argue that people with
dementia continue to be ‘semiotic subjects,” ‘that is, persons for whom
meaning is the driving force behind their behavior’ (1994: 145). They
contend that

although it is possible to explain behaviour on a chemical or neural level,
or by reference to neural dysfunction, considerations on the level of
meaning provide ... the best—indeed, the only scientifically respectable—
explanation of action. (Sabat and Harré 1994: 147)

In line with such reasoning, I suggest that to understand person-level
experiences, it only occasionally makes sense to pursue an understanding at
the subpersonal level. In addressing the challenges posed by dementia, the
research on neurological disease processes has its place—although in view
of the ever receding hope of finding a cure there is an urgent need to also
pursue other avenues for treatment and management of the disease. The
predominant focus (both of economic resources and research efforts) on
biomedical/neurological approaches to dementia occludes other possibilities
of engaging with the disease, and significantly the person living with
dementia. In dealing with persons and their life worlds, narratives provide a
privileged site for addressing the complex effects of dementia on the person.
Narratives deal primarily in the medium-sized, human-scale world of
everyday experience. In evoking a rich experiential account, similarly to the
argument put forth by Havi Carel for phenomenology, narratives may
counter and complement biomedical understandings of dementia as a

pathology of cognition.
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There is considerable overlap between these arguments for narrative and
the reasons I have provided so far for why considering dementia in and
through literature represents an important area of research. Literature shapes
the way we think. It not only acts as a ‘mirror’ of current trends and master
plots, but also shapes and brings into being social realities.® There is an
urgent need to reconsider the ways dementia is represented in contemporary
literature in order to reveal broader cultural attitudes about dementia, and
consequently strategies for interacting with the people living with dementia.
In what way do dementia narratives reinforce current (mis)conceptions
about dementia? If ‘engagements with characters in narratives have the
power to remold wider understandings of persons’ (Herman 2013: 18), what
do these texts suggest about personhood and selthood in dementia? Can they
act as counter-narratives to dehumanising tropes of Alzheimer’s? And how
does public discourse influence public policy, particularly in such crucial
areas as the ‘Alzheimerization’ of the euthanasia debate (Johnstone 2011,
2013)?

Since illness is both embodied and socially constructed (Couser 1997,
Hacking 1999a, Morris 1998), we must, as Morris argues, explore the
‘complex relations between biology and culture if we hope to understand the
contemporary experience of illness and ultimately ... ourselves (Morris
1998: 3). Acknowledging the role culture plays in the experience of illness,
as Morris further argues, ‘unavoidably invokes questions and texts lying far
outside the ordinary range of medical knowledge’ such as ‘novels, television
programs, films, advertising, ...and obscenity laws’ (1998: 43). If this study
is limited in its scope in terms of exploring some of these text-types, |
nevertheless use a wide range of literary genres and narrative media to
suggest how storytelling practices of many sorts help shape what dementia

means in contemporary culture and what it may mean in the future.

*® There are risks but also opportunities inherent in this interaction between literature and
culture. As a cognitive tool of knowledge transmission, narratives (particularly novels and
films) may reach wider audiences than medical or care journals and may thereby contribute
to a better awareness of the disease phenomenon. The pedagogical, discursive, and dialogic
potential of literary narratives to engage different viewpoints and ‘stage a debate’ offer up
possibilities of a more holistic view of the disease syndrome than in more monologic
discourses such as scientific reports or newspaper articles. Further, narratives may function
as case studies vis-a-vis moral and ethical dilemmas that arise in dementia care.
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Outline of Chapters

The chief aim of the present study is to delineate the potential and
limitations of narrative, and narrative studies, when it comes to challenging
the current dementia construct and developing new ways of understanding,
interacting with and caring for people with dementia. I thus move from two
opening chapters in part I concerned with exploring the phenomenology of
dementia and the relationship between representation and narrative empathy,
to two chapters focusing on the aesthetic, ethical and political implications
of the emerging genre(s) of dementia life writing in part II, to a final pair of
chapters in part III engaging with how fictional and non-fictional narratives
may inform the development of dementia care and thereby contribute to on-
going debates about the role of narrative in the medical humanities.

Chapter 1 explores how life writing by people with dementia and by
their caregivers might contribute to a better understanding of how dementia
transforms self-experience as well as one’s relationships to the physical and
sociocultural world (Carel 2008). To develop this question, I draw, first, on
a range of autopathographies by people with dementia. Second, and as a
point of contrast, I explore issues of intersubjective understanding in David
Sieveking’s documentary film Vergiss Mein Nicht (2012). On the one hand,
I argue that attending to the embodied nature of selfhood can redress the
simplistic or reductive notion that the self is ‘lost’ in dementia. On the other
hand, I explore how different storytelling media (especially documentary
film and photography) foreground important aspects of embodied selthood
(see Kontos 2003, 2004, 2005) and provide means of exploring the potential
of embodied communication in dementia.

Chapter 2 addresses two questions: First, to what extent do fictional
narratives (in particular the novel and film) act as a ‘practical counterpart of
theoretical phenomenology’ (Waugh 2013: 24)—or, to put the question
another way, how (using what techniques) may they be able to simulate
‘what it’s like’ to be living with dementia? Second, does simulating the
experience of dementia lead to an empathetic engagement with the
dementing protagonist, and if so, in what way might narrative empathy lead

to pro-social action towards real people with dementia? By exploring these
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questions across a range of case studies (Lisa Genova’s novel Still Alice and
its film adaptation, J. Bernlef’s Out of Mind, B.S. Johnson’s House Mother
Normal, and Kazuo Ishiguro’s The Unconsoled) 1 aim to suggest how these
fictional dementia narratives may contribute to the current theory of
narrative empathy while also highlighting the importance of questioning the
empathy-altruism hypothesis (Keen 2007), which is commonly invoked in
first-wave medical humanities contexts as a reason for incorporating the arts
into medical training.

Part II turns to questions of self-presentation and representation in the
emerging genre(s) of dementia life writing. Chapter 3 addresses the
possibilities and limitations of the notion of narrative identity and narrative
coherence in the context of neurodegenerative diseases such as Alzheimer’s.
I ask to what extent dementia life narratives, like other illness narratives,
may function as counter-narratives (Bamberg and Andrews 2004) to the
dominant cultural construction of dementia as ‘loss of self' and ‘death before
death’ and how genre conventions affect the construction of counter-
narratives. To explore these questions I consider two types of case studies:
first, autopathographies by people with early-onset Alzheimer’s and, second,
collaborative life history projects in nursing homes, in particular the
collection Tell Mrs Mill Her Husband Is Still Dead (Clegg 2010).

Chapter 4 shifts the focus to the genre of caregivers’ memoirs. My
intention is to highlight the particular political force of as well as the ethical
issues raised by dementia life writing—in particular the problem of
representing ‘vulnerable subjects’ (Couser 2004). I then move on to a close
analysis of select examples of filial caregivers’ memoirs to address the
impact of gender, genre and medium on current understandings of relational
identity: Jonathan Franzen’s autobiographical essay ‘My Father’s Brain’
(2002), Judith Levine’s memoir Do You Remember Me? (2004) and Sarah
Leavitt’s graphic memoir Tangles (2010).

Part III centres on questions that arise in relation to dementia care.
Chapter 5 argues that ‘care-writing’ may be considered a valuable source of
evidence when it comes to theorising and developing dementia care.
Caregivers’ memoirs explore the dilemmas involved in caring for someone

with progressive cognitive impairment. They thereby provide a means for
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readers to ‘live through’ (Rosenblatt 1995/1938)—and think through—these
difficult issues. The authors of these memoirs imagine and develop
alternative treatment and care options which could be adapted to other
contexts. Indeed, because they have lived alongside the person with
dementia, familial caregivers are ideally placed to identify that person’s
evolving needs and to advocate for them when those needs are no longer
met—whether in the community or in institutional care. These authors are
thus well-positioned to articulate strategies for addressing the needs of
people with dementia, and of their caregivers, holistically (see also
Greenhalgh and Hurwitz 1999).

Lastly, chapter 6 aims to develop new avenues for thinking about how
literary fiction may intervene in medical humanities contexts while
problematizing some commonly accepted notions about the link between
literature and the provision of empathetic care. First, given the dominant
view of the field as driven by an ‘ethical imperative’ (Rees 2010; qtd. in,
Jones 2014), I ask whether fictional dementia narratives themselves are
necessarily tools for ‘the good,” or whether they may instead compound the
stigma attached to dementia. That is, I investigate to what extent particular
fictional dementia narratives live up to, or fail to live up to, the ethico-
political standard that the term ‘counter-narrative’ suggests, using Michael
Ignatieft’s Scar Tissue (1993) and B.S. Johnsons’ House Mother Normal
(2013/1971) as case studies. Second, I suggest some ways in which
dementia novels may engage their readers in considering bioethical
questions that arise in contemporary Western care culture(s). To explore
how different media and means of narrative presentation affect the process
of bioethical decision-making, I discuss the film and book version of Still
Alice as well as Margaret Forster’s novel Have the Men Had Enough?
(1989). I contend that these narratives offer special insights into the
bioethical dilemmas attendant on dementia care, developing care-oriented
thought experiments more fully than would be possible in non-fictional

accounts of dementia.
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Part I Storytelling and the Phenomenology of Dementia

41



Chapter 1 Narrating Experiences of Dementia: Embodied
Selves, Embodied Communication

In illness our bodies change. Biomedicine attempts to reverse, halt or
alleviate the effects of bodily dysfunction. In pursuing this aim, biomedicine
treats the body like an object to be fixed, rather than the locus of subjective
experience. Accordingly, it has been criticised for paying too little attention
to the person with disease and the way the identity and life world of the
person are changed through the experience of illness (Carel 2008, Frank
1995, Kleinman 1988). Using contemporary phenomenology, Havi Carel
(2008) describes how bodily changes in illness radically transform our
experience of ourselves as well as our relationships to the physical and
sociocultural world. Paying attention to the multiple ways illness transforms
subjective experience will not only provide a fuller understanding of a given
illness, she argues, but will allow us to develop interventions that go beyond
treating the physical body alone (Carel 2008: 73). I argue that life writing
facilitates a phenomenological®’ approach to illness. These texts provide
rich accounts of particular people in a specific context and can therefore
contribute to a better understanding of how subjective experience changes in
illness. In a second step such knowledge may be used to adapt and develop
therapeutic and social interventions.

In this chapter, I explore the phenomenology of dementia through life
writing by people with dementia and by their caregivers. I focus on
embodied aspects of the disease as they are communicated by a range of
narrative media, arguing that these embodied aspects shed a more nuanced
light on what is lost, what changes, and what remains. To ground my
discussion, I review how phenomenology, and particularly the notion of
‘embodied selfhood” (Kontos 2005) and ‘embodied’ (or non-verbal)

communication (Killick and Allan 2001) have been productively employed

% The term ‘phenomenology’ is frequently used to describe first-person accounts of ‘what
it is like’ to have a certain experience. This usage differs from the technical usage which
describes a philosophical discipline that aims to discover the underlying structures that
make it possible for anyone to experience the world (Gallagher and Zahavi 2008: 10; 20;
26). I use phenomenology both in the non-technical sense, when referring to the description
of qualia or ‘what it is like’ (Nagel 1974), and in the narrower, philosophical sense, when
focusing on structures of experience that are relevant to understanding dementia but that
may be masked by approaches that rely on dualistic views of mind-body and self-world.
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in dementia studies. I then turn to a close reading of contemporary
autopathographies by people with dementia, and conclude the chapter by
exploring the potential for intersubjective understanding in David
Sieveking’s documentary Vergiss Mein Nicht (Forget-Me-Not) (2012).*

There are two different aspects to the relationship between embodiment
and selfhood that I address. On the one hand, different modal and medial
representations of dementia point to changes in embodied (self-)experience
in this disease. Relevant changes to self-experience include shifts in
consciousness, emotions and cognition as well as body control. Yet these
changes to self-experience also extend beyond the boundaries of the body.
So for instance, due to both the symptoms themselves and the stigma
attached to the disease, relationships also undergo significant changes. The
pernicious effect of illness on social interaction, in turn, has serious
repercussions on the ill person’s sense of self.

On the other hand, attending to the embodied nature of selthood can
redress the simplified notion that the self is ‘lost’ in dementia. Equating
selthood with high-level cognitive functioning or narrative identity can
obscure a) the extent to which memories are embodied (consider, for
instance, procedural as opposed to episodic memory) and may thus be
‘enacted’ even when verbal communication has disintegrated, and b) the
extent to which selfthood can be understood as an embodied perspective that
remains in dementia. This ‘first-personal givenness of experience’ (Zahavi
2007) may, furthermore, be communicated by drawing on nonverbal
‘embodied’ forms of communication. A key question is therefore how
aspects of ‘embodied selthood’ (see Kontos 2003, 2004, 2005) and
‘embodied communication’ feature in various storytelling environments,
including documentary film. Recognising embodied selthood in dementia
has important implications for dementia care, I argue, as it might lead to a
more sensitive understanding of what is actually lost in the disease while

allowing us to recognise and value the person who remains.

*% For further documentaries on dementia that differ significantly in style see Complaints of
A Dutiful Daughter (Hoffmann 1994), First Cousin Once Removed (Berliner 2012) and
Glen Campbell: I'll Be Me (Albert and Keach 2014).
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Embodied Selves, Embodied Communication

In dementia studies, embodiment has been used to argue both for and
against the notion that selthood is lost (see Davis 2004 and Kontos 2003,
2004, 2005 respectively), > and also as a means to circumvent the equivocal
question of selthood in dementia altogether (Millett 2011). In this section, I
do not intend to arbitrate between these opposing views and provide a
definitive answer to what selfhood (or embodied selthood) is or how it is
constituted, nor to discriminate among terms such as self, identity,
personhood—and also subjectivity (see Millett 2011: 511).”" Instead, I
investigate how the notion of embodiment—and relatedly, embodied
selthood and embodied communication—can be productively used to
engage with the subjective experience of dementia and, potentially, ground
the moral standing of people with dementia not on a cognitive model of
personhood, but on our embodied nature as human beings.

The neurodegenerative nature of dementia impacts on memory,
language, thinking and reasoning, all of which are traditionally seen to
define our personhood. However, less cognitively orientated parameters of
personhood, such as emotion’' and relationality,’ are also impacted by
dementia. Applying the notion of embodiment in dementia allows us to ask
a number of questions: What do the changes on a neurological level entail
for people with dementia and their experience of their own cognition, as
well as their experience of self-efficacy in physical and social environments?

How do these changes speak to and elucidate the common understanding

** Davis (2004) emphasises loss of self to legitimate family caregivers’ grief.

%% These terms represent different points on what could be considered a continuum of
‘selthood,” one stretching between a (social) identity and (perspectival) self. In the present
thesis, however, I make no hard and fast distinctions among the terms at issue.

* Recent neuroscientific studies reveal the extent to which emotions are a function of the
brain and therefore equally prone to be affected by brain damage or disease (Damasio 1994,
2000, 2010).

32 T understand this term to refer to the fact that humans are relational beings—constituted
by their relations but also endowed with the capacity for relationships. This notion has
gained currency in a range of disciplines and under a number of different guises. Relational
models of identity have also figured importantly in life writing studies (Eakin 1998,
Friedman 1988, Henry 2006, Mason 1980, Miller 1994, Peaches 2006, Smith and Watson
2010).
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that the person with dementia is in some sense ‘losing herself’? And can
embodiment perhaps provide a means of sustaining selthood in dementia?

Pia C. Kontos draws on Maurice Merleau-Ponty’s concept of embodied
consciousness as well as Pierre Bourdieu’s concept of habitus to argue that
the pre-reflective body is fundamental to the persistence of selfhood in
dementia (Kontos 2003, 2004, 2005). Her notion of ‘embodied selfhood’
captures the idea that ‘fundamental aspects of selthood are manifested in the
way the body moves and behaves’ (2005: 556). Kontos’s ethnographic study
in a Jewish care home provides numerous rich examples to counter the
dominant cultural conception that people with dementia experience a
‘steady erosion of selthood’ (2005: 553). Kontos makes a substantial
contribution to dementia studies by bringing to light the continued
coherence, purpose, and meaning with which people with dementia engage
with the world (2004: 836). The strength of her analysis lies in attending to
aspects of behaviour that are pre-reflective, or at least not overly reliant on
higher-order cognition, as well as highlighting a multitude of nonverbal
elements of communication, such as eye movement, eye contact, gesture,
facial expressions and posture. Yet Kontos fails to acknowledge the fact that
the brain is part of the body. She argues against cognitivist definitions of
selthood, but in the meantime fails to pay due attention to how aspects of
bodily behaviour are essentially orchestrated by the brain and therefore also
have a neurological substrate (even if some aspects rely on older brain
structures and less on the neo-cortex). As such, the aspects of embodied
selthood she describes are equally at risk of being affected by dementia, and
therefore of being eroded—again making people with more advanced
dementia open to the risk of being construed as non-selves.

Stephan Millett’s (2011) proposal to ground an understanding of
dementia in bio-phenomenology offers an illuminating alternative to
Kontos’s account. Millett proposes to leave aside the question of selthood or
personhood in dementia and instead focus on the experience of living with
the disease, the continuity over time of an embodied individual, and our
attitude toward that individual (Millett 2011: 515). The ‘bracketing’ of the
question of personhood, Millett suggests, allows us to ‘focus on the idea that

there is a being with an inner life confronting us, a being with value simply
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because he or she has a ‘life-world’—a constructed meaningful world
revealed to him or her through their senses’ (515). Drawing on Jakob von
Uexkiill’s biologically grounded phenomenology, Millett emphasises the
role of the lived body through which each of us creates a meaningful world
(510). This view allows us to recognise that

there is a life-world — or directly experienced world — for people with
dementia, who continue to experience the world and create meaning, even
in the presence of severe cognitive degradation. It is clear that people with
dementia have an affective response to certain stimuli: they laugh, cry,
express frustration and disappointment, engage playfully with others, and
so on. Affective or emotional responses — signs of happiness, sadness,
frustration, anger and the like — are indicators of an interior life the extent
of which may not be determinable using cognitive criteria alone. From the
affective responses we can infer that people with even late-stage dementia
still react to, engage with, and co-create a life-world. (510)

Millett harnesses the concepts of von Uexhiill’s ethological studies—
Innenwelt, Umwelt, semiotic, ecological and ontological niche value—to his
argument that people with dementia continue to create a meaningful world
and continue to be of value to others (517). His analysis widens the scope of
subjectivity and meaningful interaction with the world beyond the examples
of bodily intentionality provided by Kontos, to include ‘bodily reactions of
all sorts, to inputs from a range of external sources such as reactions to heat
and cold, to smells, sounds and sights’ (517). Millett’s approach thereby
suggests that there is a continuing inner world even in the most advanced
stages of dementia. This is a rare example of research that disallows positing
some kind of ‘cut-off” point in the progression of dementia, at which stage
the person no longer has an inner world and may therefore be considered
valueless. Many reparative moves within dementia studies often,
inadvertently, serve to enforce stigmatising and dehumanising accounts of
the later stages of the disease, while ‘recuperating’ people with less severe
symptoms into the sphere of the fully human. By contrast, as Millett states,
‘by employing the concept of bio-semiosis we can acknowledge, with
Sabat ... that people with dementia are semiotic subjects—that is, they are
‘driven by meaning’—but without committing to cognition-reliant
definitions of selthood and intentionality’ (2011: 520).

However, despite Millett’s assertions, it is difficult to see how the very

basic sense of meaning-making (what he terms semiotic niche value)—such
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as reacting to hot or cold—differs from his example of a tick that reacts to
warmth and butyric acid (516). Clearly, the moral standing of people with
dementia is more closely related to what he terms ecological niche value—
‘which is a statement of their value to other organisms’, that is, ‘their social
interactions with other humans’—as well as to ontological niche value—
‘that is, the [pre-existing] capacity or potential of an organism to interact
with its environment’ (517). ‘People with dementia — even severe dementia,’
Millett writes ‘continue to have the capacity to interact with their
environment and, simply because they have a body and the capacity to
interact, they clearly occupy an ontological niche’ (517). By highlighting
ecological and ontological niche value, Millett moves closer to a social
constructivist position that focuses on the importance of social interaction
and relationships in maintaining the dignity of people with dementia.
Furthermore, Millett turns to philosophers such as Aristotle, Jonas, and
Levinas in order to argue that ‘each living thing has a unique non-
instrumental value-for-itself” and ‘each human being announces an ought-
to-care to the world that places each of us under an obligation to help that
being’ (519)—an argument that does not follow from bio-semiosis alone.
Importantly, Millett’s account acknowledges the effects that dementia
has, especially on cognition, while productively circumventing the problem
of making value-judgments based on aspects of cognition or on the notion
of personhood. At the same time, he engages with Davis’s suggestion that
‘Kitwood’s view that it is possible to maintain personhood at the extremes
of this condition’ is ‘damaging to those relatives forced to take on the role
of primary carer’ (Davis 2004: 369). Millett emphasises that ‘if we take the
view that people with dementia maintain a self we may place an
unnecessarily high burden on the untrained family carers who do most of
the work of care,” thereby denying them ‘a proper mourning for the loss of
their loved one as the dementia progresses,’ inducing ‘guilt or shame at their

2

changed feelings toward the obviously changing “person”,” and making
them ‘complicit in defining those they care for as disabled and as having a
progressive deficit’ (Millett 2011: 509-10). Millett’s account indicates how
attitudes about people with dementia can shift towards a more sympathetic

understanding without having to rely on notions of selthood. Nonetheless, in
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the following discussion I retain the notion of embodied selthood as a
shorthand expression both for embodied aspects of identity and for the way
each human being experiences the world—what phenomenologists refer to
as the first-personal perspectival givenness of experiential life (Gallagher
and Zahavi 2008, Zahavi 2007), which can be claimed to persist in dementia.

Attending to the body in dementia, also opens up the possibility of
finding avenues for communication that do not rely heavily on coherent
verbalisation. Speaking of ‘embodied communication’ as opposite to ‘verbal’
communication is of course misleading, since verbal communication is very
much embodied. However, I use this term to draw attention to other ways
that bodies and behaviour may speak. As Lisa Snyder highlights in her
collection of interviews with people with dementia (Snyder 1999), because
of the way the disease affects cognition, many individuals may not be able
to maintain the same insight and verbal abilities as previously. ‘But
throughout the course of Alzheimer,” she writes, ‘each person continues to
convey messages through action, gesture, expression and behavior. The
disease does not result in a complete inability to communicate. But it can
require our time, energy, receptivity, and ingenuity to observe, listen, and
comprehend effectively’ (1999: 32-3). I agree with Snyder that the ability to
communicate persists, although some forms of life writing may not be able
to adequately capture this capacity for communication. Documentary film
(and perhaps also graphic memoir, as I discuss in later chapters) offers a
mediated opportunity to engage with these ‘embodied’ forms of
communication and to train one’s receptivity to channels of communication

outside language (see also Killick and Allan 2001).

Inside Views: Life Writing by People with Early-Onset
Alzheimer’s

This is my attempt to leave a record of what is going on between my ears.
(Taylor 2007: 3)

Severe illness threatens the production of a life narrative (Couser 1997: 5).
In dementia, in particular, all aspects of autobiography seem to be

threatened: the auto/self in that it is seemingly eroded, the bios/life in that
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memory loss threatens the ability to remember and coherently narrate life
events, and finally the graphein/writing is threatened by the erosion of
higher order cognitive functions (see Olney 1980). Despite these problems,
a number of published dementia autobiographies or autopathographies exist,
mainly written by people with early-onset Alzheimer’s disease.” These
accounts have taken the form of articles in Alzheimer’s care journals—such
as Marilyn Truscott’s articles of testimony and advice (Truscott 2003, 2004a,
b)—and also of book-length memoirs’* as well as, more recently, blogs.>
Many of the authors also appeared on radio programmes, TV shows, spoke
at conferences or participated in documentaries about their experience as
part of their fight to raise awareness of this disease and alleviate the stigma
attached to dementia. As such, these autobiographical acts have played a
crucial role in patient advocacy in the Alzheimer’s movement.

In what follows, I draw on a range of autobiographical texts by people
with dementia to explore what these texts suggest about the changing nature
of embodied self-experience. Engaging with these texts elucidates the range
of changes across cognitive, bodily and social spheres of experience,
suggesting in turn common structures of experience that can be found across
individual experiences of living with dementia. However, this is not to
suggest that there is only one type of ‘dementia experience.” On the contrary,
these autobiographical accounts highlight the extent to which the experience
of the disease and the progression of symptoms vary significantly from one

individual to the next.

% Some of the authors were diagnosed with a combination of Alzheimer’s disease, multi-
infarct dementia or fronto-temporal dementia. What unites these authors is that the disease
manifested itself relatively early in life (before the age of 65).

** These include, among others, Bryden (1998, 2005), Davis (1989), DeBaggio (2002,
2003), Henderson (1998), Lee (2003), McGowin (1994), Rose (1996, 2003), and Taylor
(2007).

** The number of dementia blogs is too vast to list. Morris Friedell’s blog had a significant
impact on patient advocacy in the 90s and early 2000s and can still be found at
http://morrisfriedell.com/strugglel.html. Similarly, Taylor’s collection of essays was first
published as blog at http://www.richardtaylorphd.com/blog.html. An example of a current
(23.03.2015) blog by a person with Lewy-body dementia can be found at http://parkblog-
silverfox.blogspot.co.uk/.
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Memory

Memory loss is frequently perceived to be the defining characteristic of
dementia, especially of the Alzheimer’s type. However, memory is not just
one thing—a single faculty of the mind—but a variety of processes
(Gallagher and Zahavi 2008: 70). Arguably, memory shapes everything the
mind does (Fernyhough 2012: 5). Psychological accounts of memory
generally distinguish between episodic memory, working memory,
procedural and semantic memory (Gallagher and Zahavi 2008: 71). Of
course, these categorical distinctions are not necessarily clearly demarcated
processes and different types of memory effectively need to work together
when an individual interacts with her environment. However, the
distinctions can illuminate the different ways dementia affects memory.

Semantic and episodic memory losses are usually the first to become
apparent in the disease progression—often manifesting in difficulties with
remembering recent events or word-finding difficulties. Later, it can become
increasingly taxing to accomplish ‘activities of daily living,” such as
dressing or cooking, that rely more heavily on procedural memory.
Therefore, an understanding of dementia as ‘merely’ the loss of semantic
memory underestimates the profound changes that the disease effects.
Christine Bryden succinctly describes this more existential shift in being-in-
the-world in her memoir Dancing with Dementia (2005):

You see, it is far more than simply memory loss. We are confused, we
have problems with our sight, with our balance, with numbers and with
direction. ... We have no sense of time passing, so we live in the present
reality, with no past and no future. We put all our energy into the now, not
then, or later. Sometimes this causes a lot of anxiety because we worry
about the past or the future because we cannot ‘feel’ that it exists. (Bryden
2005: 99)

The challenges of living with progressively impaired memory are at the
focus of autobiographical accounts of dementia. While these challenges
relate to all kinds of everyday activities, one aspect that is thematised in all
accounts is the impact that memory loss poses to communicating one’s
experience—both generally and in life writing specifically. In producing his
autobiographical journal Partial View: An Alzheimer’s Journal (1998), Cary

Henderson used a tape-recorder to impart his thoughts about what it is like
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to be living with Alzheimer’s. The use of the tape-recorder is instrumental
in his project of contributing to an ‘understanding from the patient’s point of
view’ (4) as it provides a ‘memory device ... to keep your ideas long
enough so somebody else can hear them’ (7). At the same time,
Henderson’s difficulty in learning to handle the tape recorder highlights the
extent to which dementia impedes the acquisition of new skills: ‘I still
haven’t mastered this, apparently very simple thing of—uh—pushing down
the two sides to get the machine to work. Pushing down two buttons ought
to be the easiest thing in the world’ (7).

Henderson also describes the disorientating effects of the loss of short-
term memory. In doing so he challenges common perceptions about what
the behaviour of people with dementia means—that is, he suggests that it is
meaningful rather than meaningless. As Karen Lyman (1989: 602) notes,
one of the adverse effects of the biomedicalisation of dementia is that all
behaviour is henceforth interpreted as symptom of the disease pathology,
and thereby robbed of its meaning. In particular, Lyman criticises health
professionals for misinterpreting ‘wandering’ as ‘deviant’ or ‘problem’
behavior needing to be restrained (1989: 600). Henderson describes what it
feels like to forget what you are looking for in the very process of looking
for it and how it feels important to keep looking: ‘Once the idea is lost,
everything is lost and I have nothing to do but to wander around trying to
figure out what was it that was so important earlier’ (24). While ‘wandering’
is often considered an aimless and meaningless activity, Henderson’s
account highlights how, quite to the contrary, it is an attempt to reconnect to
the world and recover meaning: ‘“When I’m wandering around, I’'m trying to
touch base with—anything, actually’ (24). Henderson’s strategy highlights
the extent to which memory and cognition can be understood as ‘embodied,
embedded cognition’ (Haugeland, 2009, Rowlands 1999, Wheeler, 2005;
qtd. in Ratcliffe 2007: 107)), or, in other words, as ‘extended’ (Clark and
Chalmers 1998) beyond the physical mind or brain to include the social and
physical environment.

Partial View also highlights the unsettling effects of the loss of

procedural memory. Henderson describes his problems with simple,
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everyday activities that, coupled with a lost sense of time, lead to a

pronounced state of anxiety over the welfare of his dog:

This was a real, first-rate panic. I opened up the can with a—let’s see, what
did I use for that—uh, well, whatever came at the moment. I had to find
some way to give the doggie some food. But this was one of those things
you’re—must get into if you’re going to have a life with Alzheimer’s. I'm
too clumsy, because of the damned Alzheimer’s, my feet and legs, oh well,
my hands, to do their job, and the best I can is kind of wiggle them and try
to get mad and other silly things. But after tearing up the can, and tearing
up a can is a real experience, but maybe my wife, one of these hours, will
be feeling better and she can really open the can. Right now, the doggie
seems to be in fairly good shape—I am not sure I am. (31)

While this passage evokes the emotional impact of his deteriorating abilities,
it also highlights the particular affordances of using a tape-recorder to
produce his journal. Contrary to other memoirs, Henderson’s narrative
arguably ‘enacts’’® moments of memory loss. In most other memoirs
smooth, coherent, and rhetorically powerful prose starkly clashes with the
language difficulties that the authors describe. In fact, the subsequent
editing and polishing of the writing usually eliminates the ‘diseased’ or
‘disabled self’ from the text itself (Burke 2007a). Symptoms are described
retrospectively rather than enacted. This is not only the case for language
difficulties but for confusion, hallucination, paranoia, and moments of
forgetfulness. In using a tape-recorder coupled with very sensitive editing,
Henderson’s journal provides rare insights into his experience. His musings
reflect word-finding difficulties, the loss of the author’s train of thought as
well as expressions of anger, anxiety and paranoia. The effect of this
closeness between experience and expression is a heightened sense of
awareness of ‘what it is like’ or, at least, what it may be like to be struggling
with cognitive decline. The more polished accounts, by contrast, may at
times make it difficult to imaginatively enter into the troubling experiences
of the author as the reader is presented with such a reassuringly competent

counterpart.

%% The term ‘enacts’ is not strictly speaking correct since these are still instances of mimetic
verbal representations. In using this term, I mean to highlight the immediacy of the account
and the lack of retrospective summary in representing symptoms. Basting (2001) similarly
uses the term ‘performance’ to call attention to this effect.
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Language

Words slice through my mind so fast I cannot catch them and marry

them to the eternity of the page. (DeBaggio 2002: 27)
The effects of dementia on language production and reception are extensive.
Since language provides the primary tool to communicate with others, the
impairment of language has serious repercussions within the social sphere.
Henderson, for instance, describes the effects of word-finding difficulties
and slowed cognition on his ability to take part in conversations: ‘I really
can’t converse very well at all. So that’s very limiting. I can’t think of things
to say before somebody’s already said it and they’ve superseded what I have
to say. The words get tangled very easily and I get frustrated when I can’t
think of a word’ (18). However, as Henderson points out, there is also a
social dimension to why conversations with others are limited: when you
have Alzheimer’s, he notes, ‘nobody really wants to talk to you any longer’
(18). Henderson points out that people with dementia often experience a
kind of ‘social death’ (Lyman 1989: 601), as others no longer engage with
them, address the caregiver or spouse rather than the person with dementia,
and frequently shun interaction altogether (see also Aquilina and Hughes
2006, Kitwood 1997).

Henderson’s journal highlights the importance of slowed ‘interaction’
for people with dementia and the advantages of language production at the
sufferer’s own pace. Writing or tape recording can be done as the thoughts
occur and the person with dementia experiences a more cognitively alert
moment. Furthermore, the process is less likely to be disturbed by time
constraints, ‘nervous tension,’ or distractions that occur during face-to-face
interaction (see DeBaggio 2002: 180, McGowin 1994, Ryan, Bannister, and
Anas 2009: 145). DeBaggio describes the impact of Alzheimer’s on one’s
expressive capacity as the experience of living in ‘two worlds:’

In one I am afflicted with Alzheimer’s, gasping as words slip through my
lips with effort and suffering imprecision. This is the world in which I have
to tell my companion I can’t remember the word to make the sentence. In
the other, slower world where I write on paper or directly on the computer,
vocabulary is more fluid and I often surprise myself when the perfect word
finds its way into the sentence without effort. This has puzzled me from the
first sentence 1 wrote for this book. It is only now eight months later, I
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begin to see more clearly how necessary it is to slow the pace to achieve a
former normality. (2002: 180)

Not only language production, but language reception become progressively
impaired in dementia. As Henderson notes: ‘Reading’s almost impossible,
for one thing—things don’t stand still. Words don’t stand still. It appears to
me that it’s wavering. I can’t pin it down—the words—they can be over
yonder and over yonder and I can’t catch them’ (Henderson 1998: 23). The
link between perception and the ascription of meaning has broken down: ‘I
can see the words, I can pronounce the words, but they don’t seem to mean
a whole lot” (23). Henderson, however, has a clear awareness that he has
problems understanding what people tell him: ‘A lot of things that I don’t
understand, even after somebody tells me. If I could signal in some way and
tell them, oh sure, I heard it, but the ramifications of whatever the heck it
was that I heard, I kind of missed’ (35). This lack of understanding
frequently contributes to a sense of paranoia and a sense of being left out
(81). Henderson’s thoughts about language point to the fundamental
difficulties of communication in general: ‘But just keep in mind that
everything you say or do is partial—you’re probably never going to get a
sentence, a nice clean sentence that says everything you want to say’ (19).
The effects of dementia on verbal communication call for an
exploration of the potential of nonverbal communication (Killick and Allan
2001). As a woman with dementia describes it, ‘I’'m observing myself and
other people a little more closely. I’ve always been very sensitive to body
language, emotions and attitudes. I can tell from how a person moves
whether it was a good thing or bad thing that I said. I have to use my
intuition a lot more than I used to in order to pick up on the meaning of what
people are saying to me’ (Snyder 1999: 122). As this quotation highlights,
exploring the potential of nonverbal communication is not only relevant for
the caregiver, as suggested earlier, but also for the person with dementia
who may use nonverbal cues to interpret the meaning of an utterance and

draw on nonverbal means to express herself.
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Bodily Engagements: Perception, Movement and the Senses

I do believe Alzheimer’s does include what your feet do and what

your hands do, as well as what your brain does. (Henderson 1998: 8)
As will have become clear by now, ‘memory’ is instrumental in our
engagements with the world, including those involving perception and
recognition. Agnosia, the loss of the ability to recognise visual, auditory or
other sensual stimuli due to problems in processing information, is among
the symptoms of dementia. As ‘Bea,” a woman suffering from dementia,
explains: ‘Sometimes what I’'m looking for will be lying right in front of me
and I won’t see it. I don’t always misplace things; they’re right there, but I
just don’t recognize them’ (Snyder 1999: 21). Often these losses go hand in
hand with apraxia—that is, problems in planning the coordination of
movements to accomplish a learned, purposeful task. Previously habitual
and ordinary tasks turn into an ordeal, as Bea notes: ‘One of the worst things
I have to do is put on my pants in the morning. ... I sometimes will have to
put them on and take them off half a dozen times or more. ... I think I know
the way to do it and I put them on and it’s wrong again’ (Snyder 1999: 19).
Examples of apraxia have already been discussed above as examples of the
impact dementia has on procedural memory. Here I explore the far-reaching
implications of these losses for sufferers’ ability to engage with and make
sense of the world.

A key aspect of engagement with the world is the co-ordination of
bodily movements in relation to objects as well as broader spatial or
geographical environments. In her phenomenological account of illness,
Carel (2008) draws attention to the fact that illness changes the geographical
landscape one inhabits. She provides the example of how using a wheel-
chair changes the experience and navigability of a space. As the epigraph by
Henderson underlines, the possibilities of bodily movement are curtailed in
dementia. Henderson’s journal attempts to capture and communicate
something of this experience. The words ‘I used to be able to talk to people
and walk without wondering if the pavement is actually there’ (8; my

emphasis) are accompanied by a heavily unfocused photo of Henderson’s
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feet walking across a dizzying space of gravel (see Fig. 1).
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Fig. 1 Evoking ‘parallel experience’ in the reader through photographic style in
Henderson (1998: 9).

The lack of focus and use of perspective seem aimed at creating the effect
for the reader that the literary critic Leona Toker has termed ‘parallel
experience’ (Toker 1993).”” Nancy Andrews’ photography does not merely
accompany the text; nor does it objectify Henderson—although there are
some instances of ‘uncomfortable’ representation. Rather, it provides a
parallel, interpretative account of Henderson’s words and life. So for
instance, a bird’s-eye-view shot from the top of a long, public staircase, with
Henderson posed at the bottom, gripping the handrail, seemingly hesitant to
ascend, communicates something of the emotional tone of Henderson’s fear
of stairs: ‘I’m scared to death of climbing stairs ... I’ve got to hold on pretty
tightly, then I’ll go creaming meemies, the uncertainty of one’s footage. ...
You can’t live at the bottom all the time, though’ (11). Photography here is
used to heighten the reader’s awareness of how the subjective experience of

space and motion change in dementia (see Fig. 2)

7 Toker’s use of the term focuses on placing the reader in a predicament that is cognitively
similar to the character’s. It is nonetheless pertinent for the way Andrew’s photography
captures for the reader something of the sensory experience of symptoms of dementia and
the dizzying effect of losing control over one’s footage.
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Fig. 2 Using photographic style to elicit imaginative engagement with the ways
dementia changes the experience of space in Henderson (1998:10).

Various autobiographical accounts draw attention to the fact that
environments with too many stimuli—several people talking at once,
background music, noisy restaurants—are impossible for a person with
dementia to process (Bryden 1998: 67, Henderson 1998: 68). The
difficulties presented by these environments are captured in Henderson’s
journal by the photographer Nancy Andrews: during a family gathering
Henderson sits at the table, eyes averted, hands clasped, seemingly
withdrawn. He is surrounded by several people talking and children who are
playing noisily on the floor (Henderson 1998: 68-9). While this outside
perspective risks enforcing the stereotype of the person with dementia as
withdrawn or an ‘empty shell,” Henderson’s words lucidly describe the
difficulty for people with dementia to process stimuli in such situations—
underscoring that the person and mind are anything but ‘empty:’

Whenever there’s a gathering of people, it seems, at least in my mind, to be
a lot of confusion. I just feel the need for quiet. ... if there’s not much
going on ... I can think better. If there’s anybody else in the room, it seems
like—more than just one person—I do sort of lose my grip. (Henderson
1998: 68)

These descriptions of changing bodily and perceptual relations to objects,
spaces, sounds and movement underscore the changing sense of being-in-
the-world and highlight the extent to which this can have a destabilising
effect on one’s sense of self (see also Ratcliffe 2008). Bryden, for instance,

when describing the overwhelming confusion of a night out with friends,
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emphasises how her difficulties in processing disparate information impact
directly on her sense of self: ‘I felt / was fading, the sounds were getting
distant, faces were difficult to focus on, and I found it harder and harder to
concentrate on what people were saying’ (Bryden 1998: 67; emphasis
added). As the world fades, or the previously stable relationship to the world
fades, the previous experience of self seems to fade with it.*® However,
these accounts highlight that while there is a shift in self-experience, it does
not make sense to speak of a ‘loss’ of self per se.

The visual and auditory senses are not the only ones to be affected by
dementia. McGowin provides a vivid account of having olfactory
hallucinations; the unpleasant sensation, for instance, of smelling cat pee
when others cannot smell anything (McGowin 1994: 125). However, her
account also highlights that there at times unexpected pleasures in her
symptoms: ‘I can sometimes enjoy the sweet fragrance of night-blooming
jasmine, when no one else can. It is my own private sensation’ (125). In fact,
McGowin is not afraid to broach the taboo of sexuality in people with
dementia when pointing out how dementia has made her more sensual.
Realising that she has experienced many ‘last times” without being aware of
it enables McGowin ‘to savor life more openly and ravenously [and to]
appreciate all good things more, whether they be trusted friends, cherished
memories, nature’s beauty — or physical pleasures’ (87).

Overall, however, these experiences of disruption in habitual
encounters with the world have profoundly pernicious effects on the
authors’ sense of self. DeBaggio, for instance, describes how after having
been baffled and shamed by the failed attempt to use a photocopier, his
return home presented a turning point in his (self-)experience: ‘On the way
home I had a peculiar feeling that the sidewalk wavered every once in a
while. At intersections I was careful to look in all directions. It was a walk
in which I lost something I may never get back’ (2002: 116-7).
Autopathographies by people with dementia attest to the way in which
seemingly effortless processes of sense perception are fundamental in our

experience of feeling at home in the world. Such narratives express the loss

*¥ Similarly, see Ratcliffe (2008) on shifts in ‘existential feelings’ in psychiatric illness.

58



of this ‘at-home-ness’ and attempt to convey a sense of this experience to

the reader.

Emotions and Cognition

Memoirs by people with dementia abound with examples of deeply felt
expressions of emotions: from frustration and anger to guilt, worry,
appreciation and love. While highlighting the persistence of emotions, these
narratives also reflect on the subtle and less subtle ways in which emotions
and cognition are changed in dementia—Ileading to substantial changes in
how the authors experience themselves. DeBaggio, for instance, evokes the
sense of his mind ‘becoming one-dimensional’ of having ‘almost lost [the]
ability to hold two thoughts simultaneously’ (2002: 142). Bryden (1998)
similarly describes how her inner thought processes are becoming
unfamiliar as they become more ‘stretched out, ... more linear, more step by
step’ (48-9). This loss of ‘vibrancy’, ‘buzz’ and ‘interconnectedness’ (1998)

is paralleled on an emotional level:

My emotions seem a little awry. Sometimes I am a bit more teary than
before, for no apparent reason. But more often I seem to have what feels
like a sort of emotional blank, which to my daughters looks like a lack of
sparkle, of charisma. I don’t get as excited as I used to, and I just feel a
little “flat’. It takes too much energy to react with emotion: where once it
seemed automatic, now it takes actual mental effort to consider a situation,
and then how to react to it. (92)

Bryden’s description highlights the sense in which emotional responses are
a cognitive activity (Damasio 2000) and the extent to which this cognitive
life is constitutive of her sense of selthood: ‘I’'m like a slow motion version
of my old self,” she writes (Bryden 1998: 49). And yet, Bryden sees some
benefits to this change: ‘It’s not all bad, as I have more inner space in this
linear mode to listen, to see, to appreciate clouds, leaves, flowers ... I am
less driven and less impatient’ (1998: 48-49). Like other authors, then,
Bryden suggests that there is potential to live well with dementia and the
possibility of positive changes in a disease that is usually described in terms

of a ‘living death’ or ‘tragic’ downward spiral.
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In one of his essays, Taylor (2007) puts yet another spin on these
emotional changes. He describes how he is beginning to care less about his
forgetfulness and the lack of correspondence between his world and his
caregivers’ reality. The feeling of no longer caring is experienced as both
threatening and as a relief. It prompts him to ask whether he is ‘turning into
an android that really doesn’t care where it is, what is happeni