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‘Subjectivity, Experience and Evidence. Death like milk on the doorstep.’

Hannah Bradby

Introduction

Biomedicine has built its reputation by promising to extend the human lifespan and
relieving the suffering attendant on illness and injury (Bradby, 2016). The systematic use
of scientific evidence has been how evidence based medicine has sought to improve
health outcomes. The strong knowledge claims of bioscience have undercut the value of
other sorts of evidence, especially those deemed subjective. Patients’ values and their
priorities for treatment and their experience of illness have consequently been lost from
clinical decision-making. Narrative based medicine has offered one means of adding
experience and values back into the healthcare process.

In capturing patients’ subjective experience, narrative approaches to medicine have
established certain limitations to the form of narrative that can be admitted. Stable
narratives of reliable subjects’ experience may qualify as legitimate evidence to
complement the evidence base informing healthcare. The epistemological necessity of
stable, documentable truths is true for narrative based medicine, as for the evidence based
medicine that it supplements. Patients’ experience and values must be presented as
rational and stable narratives, particularly if they contradict professional priorities and
guidelines with respect to treatment. Experience that cannot be assessed as documentary
and as rational tends to be lost from view, leaving a range of experiences associated with
illness lying outwith the definition of acceptable evidence on the grounds of being
unstable, fantastic, and/or irrelevant. Experiences that cannot be captured in stable,
documentary, reliable narrative form are often associated with a fatal diagnosis or injury.
Without the prospect of a cure, existential uncertainties which are not easily encompassed
as stable evidence, become an important part of experience.

This chapter looks at how the end of life is written about in stories that would not be
considered suitable as narrative evidence to inform healthcare decision-making. While
narrative, in a stripped-down documentary form, has been subsumed to the medical
project as a complement to the evidence base, contradictory, fantastic metaphorical
elements of experience are hard to admit. Story can offer a version of patient experience
that encompasses wider aspects of the subjectivity of illness, suffering and loss. As the
unreliable cousin of narrative, story’s virtue is that it is harder to assimilate to the
epistemological demands of biomedicine.
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Medicine and evidence

Medicine as knowledge-system, discipline and practice is a broad church that has
managed to cohere as a professional project despite the ebb and flow of power and
influence over time (Porter, 1999). Medicine’s social, economic and political influence is
claimed on the basis of epistemological superiority and the efficacy of its therapeutic
methods. The term biomedicine underlines how the medical professional project rests on
the epistemological authority of science to support its knowledge claims. Biomedicine
presents as a neutral form of knowledge, presumed to be universally applicable (Gordon,
1988).

Developing out of clinical epidemiology, evidence based medicine (EBM) epitomises the
neutral power of biomedicine to apply scientific logic to address uncertainties around
treating illness. EBM has been a powerful means of integrating the findings of systematic
research into individual clinical decision-making to avoid idiosyncratic and precedent-
driven decision-making through the logic of ‘conscientious, explicit, and judicious use of
current best evidence in making decisions about the care of individual patients’ (Sackett,
Rosenberg, Gray, Haynes, & Richardson, 1996).

Evidence based medicine defines guidelines and protocols of best practice through the
meta-analysis of research results, inscribing a hierarchy of evidence, with the systematic
review at its pinnacle as the most trustworthy form. The weight given to systematic
reviews has earned EBM ‘the reputation of dismissing the importance of the singular
predicament of the patient and the individual judgment of the doctor’ (Charon & Wyer,
2008, p. 297). A normative focus on populations (Tonelli, 1998) means that evidence
based medicine fails to account for marginalised population groups (Asthana & Halliday,
2006) and has had the effect of undermining the value of evidence other than systematic
reviews. The weight of experience, anecdote and intuition to inform clinical decision-
making have been called into question, with EBM having ‘standardizing and
marginalizing effects ... on other forms of knowledge’ (Hanemaayer, 2016). In particular
EBM is seen as excluding patient views and narratives from consideration, one effect of
which is to re-assert medical authority (Denny, 1999).

The inability of evidence based medicine to accommodate non-documentary knowledge
has opened up space for narrative based medicine to represent the subjective aspects of
the experience of illness and treatment. While narrative-based insights may supplement
EBM, the assimilationist tendencies of evidence-based thinking (Lambert, 2006), implies
a selective incorporation such that certain categories of experience remain inadmissible.
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Narrative based medicine and its limits

In order to counter-act the universalising tendencies of evidence based medicine, erasing
patients’ (and also clinicians’) values from consideration when planning treatment,
attention has been focussed on narrative as a supplement to systematically reviewed
evidence. Narrative (in combination with patient-centred care) is a means of countering
the normative, standardizing effects of evidence based medicine:

The narrative provides meaning, context, and perspective for the patient’s
predicament. It defines how, why, and in what way he or she is ill. The study of
narrative offers a possibility of developing an understanding that cannot be
arrived at by any other means (Greenhalgh & Hurwitz, 1998).

Narrative based medicine offers a remedy for the excesses of evidence based medicine - a
means of reinstating ‘the narrative singularity of both patients’ and clinicians’ lived
experience’ (Charon & Wyer, 2008, p. 197). Good quality decision-making for an
individual patient requires an acquaintance with that person’s context and clinical
experience of combining best evidence with individual circumstances (CEBM Oxford,
2015).

In soliciting narratives to supplement evidence-based clinical decisions, patients are
assumed to be willing and able to produce coherent stable narratives to under-pin
cooperation with healthcare professionals who can access the evidence. This view
depends on a set of assumptions about stable personhood, rationality and communication
which may not be borne out in practice (Naldemirci et al., 2018)(Naldemirci et al., 2016).
Suffering and existential uncertainty engendered by pain and / or curtailed life
expectancy may call stable personhood and rational communication into question, such
that a patient cannot produce a narrative that is usable in conjunction with other, rational
evidence. The imminence of death might make it particularly difficult to make sense
through rational narrative.

Potentially more problematic than patients’ ability and willingness to produce suitable
narratives, is whether narrative, in the form deployed in narrative based medicine, is
capable of conveying the full range of subjective experience. Notwithstanding the debate
over the extent to which narrative actually captures patient voices (Lambert, 2006), some
experience will never qualify as narrative evidence. The epistemological terms of
biomedicine are such that contradictory, uncertain and/or absurd aspects of experience
may not be rendered into appropriate evidence for analysis, even in narrative form. EBM
Hannah Bradby, 2020 ‘Subjectivity, Experience and Evidence. Death like milk on the doorstep.’ 3
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has selectively incorporated narrative based insights (Lambert, 2006), and through this
assimilation asserts the need for evidence to be stable and documentary, albeit narrative.
Paradoxical, perverse and unstable experiences that cannot be easily rendered as
documentary narratives are lost to view. While a dichotomy between medical practice
based on narrative or evidence is not clear cut!, narrative approaches nonetheless
presume a documentary character.

The term narrative has been used as a form of evidence strips out and loses from view
irrational aspects of all-too human stories. As an alternative to narrative, the term ‘story’
that may include fictional, metaphorical and mythical elements, encompassing complex
and contradictory aspects of experience, is proposed. In charting the limits of
biomedicine and grasping for ways of representing the lived human experience of illness,
injury and healthcare (including failed healthcare), the suggestion here is that we need to
go beyond objective, documentary evidence (albeit in narrative form), to include stories
which are not only subjective, but also unreliable and fantastic.

The next section describes story, in contradistinction to narrative, before considering two
unreliable stories representing experiences of pain, suffering, care and loss. Jenny Diski’s
story of her diagnosis and dying from pulmonary cancer and fibrosis shows ambivalent
experiences that cannot easily be reduced to a stable, documentary narrative.
Documentary narrative’s limits to represent patient experience, become apparent at the
point where biomedicine’s therapeutic methods fail and death comes into view. Sara
Ryan’s account of her son’s death while in a ‘care’ unit illustrates how the truth of some
experience may only be represented through imagined interactions.

Story and narrative

In the study of narrative (Riessman, 1993) the terms story and narrative are used
interchangeably, without defining their relationship to one another (Thornborrow &
Coates, 2005, p. 3). Narrative covers a wide range of forms and functions, including
extended oral accounts of personal experience (Labov & Waletzky, 1967), spontaneous
casual conversation (Eggins & Slade, 2006), written and visual material (Squire, 2012).
Narrative has been defined in terms of its function and its structure, with a minimal
definition being two events that are linked sequentially. The ‘small story’ of everyday
chat has been contrasted with grand narrative (Georgakopoulou, 2006) where ‘big stories’

! To avoid a false dichotomy between evidence and narrative, the term ‘narrative evidence based medicine’
(NEBM) has been coined (Charon & Wyer, 2008).
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are recognisable as the type of autobiographical accounts solicited in research interviews
(Sools, 2012). In this chapter story is used as a term that encompasses and surpasses
narrative: while both story and narrative can range from a minimal account of events to
an epic tale, story has not been co-opted into the project of narrative based medicine.
While narrative based medicine requires some form of reliable evidence, story retains the
possibility of being unreliable and irrational.

Story

Story is a universal way of being human (Bruner, 1990) through representing experience
to ourselves and to others, rendering the everyday meanings by which we live (Bruner,
2004). Story-telling allows different forms of knowledge to be connected (Bruner, 1986)
and organized into collective social representations of health and illness (Murray, 2002).
Stories are not only a way of ‘organising knowledge, but they are constitutive rather than
descriptive’ (Game & Metcalfe, 1996, p. 40).

While stories may have a recognisably Aristotelian beginning, middle and end, this
structure may be acknowledged through its disruption or negation, with a time-line not
necessarily proceeding in a linear fashion. The ordering of events, feelings, observations
by narrative logic (Ricoeur, McLaughlin, & Pellauer, 1984) creates and conveys meaning
from otherwise chaotic, disordered events. The disruption of pain, bodily sensations and
secretions require stories to incorporate them into daily life (Bury, 1982). Stories make
sense of a life disrupted by distress and suffering, reconstructing and reconfiguring the
world (A. W. Frank, 1991; Kleinman, 1988). A story could describe such disruptive
sensations to allow their recognition as symptoms, facilitating medical management. But
this would not be the only story available and might not be the most compelling. A
compelling story entertains, enchants and even transports. Enchanting and entertaining
stories include elements that the minimally defined narrative may not, such as metaphor,
irony, exaggeration, satire, ridicule. The elements that render a story memorable and
worth re-telling, disqualify it from being reliable, valid evidence. The rehearsal of a story,
polishing its timing for comic or dramatic effect, including new details and narrative
intrigue, renders it inauthentic as narrative evidence admissible in a clinical encounter.

Stories represent an ‘expression of yearning for the great escape from death’ (Tolkien,
1947), offering temporary escapism from the inevitability of mortality and suffering by
transporting the audience beyond the space-time constraints of daily embodied life.
Stories explain humans’ short and limited lives and answer metaphysical questions
around the nature of existence (Kearney, 2002), bringing living generations into
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communication with forebears’ meaning-making: stories are ‘machines for the
suppression of time’ (Doja, 2008).

Representing experience — writing towards death

The onset of a potentially fatal disease can be a powerful prompt to write, with the
‘autopathography’ (Aronson, 2000) charting a range of responses to a serious diagnosis.
Responses include the search for cure and rehabilitation (Conway, 1997), underlying
causes (Burnside, 2006), the documentation of decline and withdrawal from the social
world as death encroaches (Diamond, 1998; Kalanithi & Verghese, 2016; Nobel, 2005;
R. Picardie, 1998).

Jenny Diski was diagnosed with two lung diseases — fibrosis and cancer — both
incurable. She wrote about her encounter with these ‘two ways to die from the lungs’
(Barber, 2016) and with the healthcare professionals who diagnosed and treated her.
Diski died eighteen months after her diagnosis, as her book ‘In Gratitude’ (Diski, 2017)
was being reviewed and published. Part memoir, part cancer diary, the book is made up
of articles first published in the London Review of Books, documenting her encounters
with healthcare providers and biomedical prognoses.

Diski’s acerbic comments could be read as a guide for improving the experience of
cancer services, as she charts for instance, the slowing of time when waiting for the
results of a scan (Diski, 2014d), the deficits of the gowns provided for radiotherapy
patients (Diski, 2015b) and how to circumvent palliative care nurses’ refusal to discharge
a dying patient to her own home (Diski, 2016).

On being given the news of her inoperable lung cancer, Diski addresses a ‘Breaking Bad’
joke to her partner; ‘So — we’d better get cooking the meth’. The oncology specialists
who have just given her the bad news do not react to the joke. Diski recounts her own
embarrassed realisation that they may have heard similar ‘crystal meth’ jokes ever since
the hit television show? aired in the UK and regrets that she is already ‘a predictable
cancer patient’ (Diski, 2014b). Diski’s forensic account of how she was given her grim
diagnosis could be included as part of a ‘Breaking Bad News’ course which feature in
clinical education, and from which the television show ‘Breaking Bad’ derived its name.
Over the course of her illness, Diski experienced compassionate, kindly care (Diski,

2 An acclaimed American drama series, first broadcast in 2008, in which a terminal cancer diagnosis
induces a previously law-abiding chemistry teacher to manufacture and sell crystal meth, in a bid to provide
financial stability for his family after his death. https://en.wikipedia.org/wiki/Breaking_Bad
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2014d) and detached alienating treatment (Diski, 2015b) from NHS staff. But her writing
offers more than a series of pithy observations of the ups and downs of being a National
Health Service patient.

In addition to reportage on receiving healthcare, Diski shows why we should take story
seriously if we want to understand the experience of illness (Bradby, 2017). She writes
the story of her lung disease in the context of her unreliable memories, ambiguous
emotions and apparently unrelated events, all of which have a bearing on what her illness
and her treatment mean. Diski shows that her experience of illness and encounters with
treatment cannot be understood without reference to the places, people and encounters
that have made up her life. These include her troubled relationship with her parents
(Diski, 1997), being raped at the age of 14 (Diski, 2009), suicide attempts and psychiatric
treatment (Diski, 2014a), as well as warm relationships with her partner and daughter.
Prior to her diagnosis, Diski drew on her life experience in reviewing books and
commenting on current political and cultural affairs, a practice that continued afterwards
(Wilmers, 2016).

Despite her horror at the prospect of committing cant or cliché in her final months, Diski
wrote a cancer diary. She notes the competition from other ‘survivors’ diaries’, but
carries on because ‘I’m a writer. I’ve got cancer. Am I going to write about it? How am I
not?’ (Diski, 2014b). Diski’s well-turned responses to the existential challenge of fatal
disease and her evaluations of her care are impossible to disentangle from her life history.
While narrative based medicine seeks to strip out extraneous detail to represent the values
and priorities that colour the experience of illness and so should guide treatment, the
story of an illness is the story of a person embedded in her history and her network. Such
a story is difficult to reduce to one dimension, one narrative segment.

As a troubled teenager, estranged from her parents and at the suggestion of her school
class-mate, Peter Lessing, Diski moved in and became the ‘disputatious quasi-daughter of
Doris Lessing’ (Wilmers, 2016). Despite knowing one another for fifty years (Diski,
2014c), Doris Lessing had not featured in Diski’s work because of a pact not to write
about one another (broken by Lessing (Lessing, 1988)). Doris Lessing died in 2013, a
month after her son Peter, and Diski attended both death beds (Diski, 2015d). In her last
interview, Diski reports that after news of her cancer diagnosis was published, Lessing’s
agent contacted her to request that she write an intimate memoir (Barber, 2016). Diski
had witnessed Lessing’s private, domestic life as she became well known for ‘The grass
is singing’ and as she ‘won all the prizes in Europe — every bloody one’ (ReutersLC,
2007). Diski’s inside-view of the Lessing household garnered considerable interest in
London’s literary journalism circles.
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While the agent’s phone call may have been the prompt, Diski’s experience of fibrosis
and cancer seems to unavoidably touch on Lessing’s role in Diski’s life. Diski’s response
to her illness circles around her sadness over ‘the love she needed from Lessing, and did
not get’ (Enright, 2017). Lessing had introduced Diski to literary London and had been a
sort-of-mother for fifty years. Diski’s pain of not being properly loved (Diski, 2015a) and
Lessing’s refusal to acknowledge Diski’s writerly success may be encoded in the book
title ‘In Gratitude’ sliding, as it does, so easily into ‘Ingratitude’. Diski’s experience of
cancer / fibrosis cannot be understood without including Lessing’s parenting of Peter, her
quasi-parenting of Diski, Lessing’s views on sex, writing, friendship, gender and her
death, through which Diski refracts her own illness and dying.

In common with other writers who draw on their own lives, Diski has been accused of
narcissism and she refers to herself as a ‘narcissistic writer’: ‘I start with me, and often
enough end with me. I’ve never been apologetic about that’ (Diski, 2014b). Indeed,
having described Peter and Doris Lessing’s deaths as the context for her own, she writes:
‘But back to me (it’s not all about me, I know, but some of it is)’ (Diski, 2017, p. 240).
Diski’s willingness to train an analytic eye so unflinchingly on her own experience is not
to everyone’s taste and can be unnerving. But for understanding the complex, multi-
layered and life-long nature of the experience of suffering and its implications for
identity, her writing has a lot to offer. Diski is ‘vividly in touch with her previous selves’
(Harvey, 2015) who that discovered sex, literature, depression and her experience of
disease and dying is intimately associated with those earlier moments.

Stories as a means of escaping (Tolkien, 1947) or at least understanding death (Kearney,
2002), suppressing time (Doja, 2008) and allowing us to talk to our younger selves and
those who have already died are all on offer in Diski’s memoir cum cancer diary. With
cool rationality, she notes that having reached her late 60s she is not dying tragically
young and that children burying their parents is the appropriate order of things (she has a
daughter and two grandchildren born after her diagnosis). Nonetheless, the prospect of
not knowing her grandchildren as they grow up induces in her a deep and lachrymose
sadness. Her preoccupation with the deaths of Doris and Peter Lessing enquires how to
approach her own.

The question of her own death and particularly its timing, become more pressing as
therapeutic options run out. Diski asks the questions of order and control (Kleinman,
1988, p. 29) posing the inevitable ‘how long?’ question to the oncology specialist or ‘Onc
Doc’.
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When am I going to die? How long have I got? ... As soon as you ask ‘How
long?’, you can see Onc Doc’s eyes shifting into eidetic motion to remember the
figures for death in either case. He offers me statistics, smoothed to take in the
doubleness of my disorders. He can say between one and three years, assuming |
don’t get an infection that my white cell system isn’t strong enough to prevent
from turning into fatal pneumonia rather than a common cold. The uncertainty is
real. Onc Doc’s skills are essentially statistical. Reading papers that include and
conclude from other studies the mean average lifetime chances. But I’'m not a
statistic. As an individual, who knows? (Diski, 2015c¢)

During chemotherapy Diski had already concluded that ‘no one, Onc Doc, Onc Nurse,
really knows very much, except in an academic way’ such that ‘everything is presented to
me statistically, as probabilities.” Diski smoked (Enright, 2017, p. xi) as illustrated in her
author photograph (Diski, 2017) and an evidence-based response to ‘Why me?’ ‘Why
now?’ questions would certainly have taken this into account. There is no mention of
smoking as a context for her illness, except for an apparently unprompted message,
tweeted on 27 Mar 2016 “Hi guys. Just to say my cancer is not caused by smoking. Nor is
my fibrosis. It's just cancer. Best wishes, Jenny.’

Diski laments being unable to find a way of breaking through the statistics-talk to ask
questions about ‘the cancer that is me and mine, what it is, how it is, how it and I are with
each other’ (Diski, 2017, p. 117). The desire to discuss what her own cancer means is not
satisfied by her clinicians’ accounts of the available evidence, based on population
findings.

Diski’s account of her experience of cancer and dying avoids systematically reviewed
evidence and does not constitute a documentary, stable narrative. The limitations of
documentary forms of writing are apparent during her final months as she circles around
the issue of death, trying out different approaches to the impending end. Reflecting on her
vacillating fear of death, Diski notes she has likely seen her last Christmas and ponders
what her grandchildren might remember of her. Her fear of death recedes but its
closeness remains and she reports ‘feeling that my death was waiting on the doorstep
with the milk bottles’. There is a sense of resignation to an imminent end, which is
portrayed as neither mystical nor religious, but in terms that are familiar and low key.

For several days now I’ve been feeling as if I’'m on a holiday, a short one coming
to its end. Not an especially good one. Not sorry to be leaving, not sorry to have
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been here. No particular feeling one way or another. Not living in my place. Not
familiar enough. As one might sit on the edge of a chair that is waiting for another
occupant to take it over. It’s the strangest of strange feelings. Best travelling
clothes, a ticking of a clock that will go on ticking after you leave and after the
next occupant too. (Diski, 2016)

This excerpt suggests that Diski may have achieved what palliative care terms a ‘good
death’, coming to terms with the end of life. Diski’s daughter, who was with her while
she died writes that during her mother’s final days Diski ‘was scared and didn’t want to
be alone. But who knows.” (Diski, 2017, p. 258). Diski’s daughter underlines the ‘not
knowing’ as the ‘trouble with death’, in that her mother’s death was ‘as mysterious to me
as it was to her’ (Diski, 2017, p. 258). Diski’s daughter describes the most difficult aspect
of her mother’s death and dying as ‘her fury’, seeing the fury, along with the writing, as
part of a process of trying to understand and ‘to make the unknown known or at least to
create enough of something to observe and engage with’ (Diski, 2017, p. 259).

Seeking to understand or at least engage with the unknowable ‘trouble with death’ does
not necessarily lead to a peaceable passing. Deborah Steinberg’s blog? about living with
breast cancer (of which she died in 2017) rails against pain and injustice to the end.
Steinberg’s friend Debbie Epstein described the blog as ‘heartbreaking’*. Towards the
end of her writing life and having been refused a particular sedative by palliative care,
Steinberg expresses her fury at her wishes being frustrated: ‘i am angry beyond measure.’
(December 23, 2016 - 1:19 pm). A little later, after a friend had suggested that she might
have been harsh, Steinberg writes:

the problem is i don’t want to die. but am anyway. i want to stop it. I’'m fighting
unconsciousness. i wont have peace or acceptance. there are bad ways to die. this
is one of them. i resent dying. i resent having my day to day everything in other
peoples hands. people like me make demands. we don’t want to wait because
waiting is itself a galling loss of selfhood. you fucking wait i want to say. but
know that this is unfair and ugly. but also the truth. who wants to loose all the
minutia that add up to autonomy. self respect. self definition.
so in a way I’m not sorry. and am sorry about that.

(posted December 23, 2016 - 6:14 pm)

3 https://darkcloudblog.wordpress.com/
4 https://www.theguardian.com/world/2017/mar/06/deborah-lynn-steinberg-obituary
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For Steinberg the process of dependency arising from serious illness is infuriating
because it infringes upon her subjectivity. In searching for ways to represent her dying
process Steinberg posts poems, as well as political commentary and mundane
observation. Her last entry echoes Diski’s anxiety about committing cliché.

i thought i had something to say. but really, i don’t. just the same things. bad
worlds. goodbye cruel worlds cliches.
(posted January 30, 2017 - 6:35 am)

The impossibility and unavoidability of death is a puzzle at the heart of accounts of fatal
diagnoses. Writing towards one’s own death does not necessarily bring peaceable
resignation for the author, but the mystery of death is overcome when the narrative voice
continues through the intervention of the dead author’s partner (Diski, 2017; Kalanithi &
Verghese, 2016; R. Picardie, 1998). Writing about the person who has died is one means
of bringing them back to life (J. Picardie, 2001; Seaton, 2002).

Imagining life again - writing back from death

Sara Ryan’s son Connor drowned in a bath at the age of 18, in a National Health Service
unit for people with disabilities where he had been admitted in order to receive care. In
her account of Connor’s life and the pain of his avoidable death, Ryan (2018) brings her
son back to life by remembering key moments from his life, including funny things that
he said and did. Snippets of conversation are written out as dialogue, which give a
flavour of the repetitive and insistent nature of Connor’s questions, as well as their
humour.

When he was primary school age, Connor asked his mother ‘Mum? Are you my mum,
Mum?’. Later he had a phase of calling his Mum ‘Muv-aaar’ which used to drive her
potty. After his death she longed for that annoyance (Ryan, 2018, p. 187). The
conversations between mother and son become imaginary rifts on the sort of questions
that Connor might have asked if he were participating in the process of making sense of
his own death. The sense-making is done by imagining explaining death to Connor
himself. The family pet, a dog called Chunky Stan, was alive at the time of Connor’s
death and so Ryan imagines telling her son about the dog being put down.

Mum, is Chunky Stan dead, Mum?

Yes, he died after Christmas.

Why, Mum?

He was very old and the vet put him down.

Did the vet put him down, Mum?
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Yes.
Why, Mum?
Because he was very uncomfortable and she thought it was kinder. We agreed.
Why, Mum?
Because he was so old.
Mum, am I dead, Mum?
Yes.
Am I old, Mum?
No.
Why, Mum?
You were never allowed the chance to grow old, matey.
(Ryan, 2018, p. 56)

The book describes the long campaign to get an inquest into Connor’s death, which is,
eventually successful. The painful process of the inquest is documented, along with the
public criticism of the Trust that had been responsible for the unit where Connor died.
Ryan is highly critical of the individuals and organisations as well as the culture of
neglect that pervades services for people with disabilities, not to mention the harrowing
processes to which bereaved families are submitted in querying statutory care practices.
Ryan is looking for answers to the ‘why’ question regarding her son’s death by pursuing
the formal and official channels. But after the inquest had finally noted failings of the
process of care, there is still no good reason for the death. The legal and medical evidence
does not explain why Connor died, at least not in human terms. And certainly not in
terms that would have made sense to Connor himself.

Mum. Mum?
Yes?
Mum. Was I born in a bath, Mum?
Yes, you were. At home.
Mum ... Mum? Did I die in a bath, Mum?
Yes.
Why, Mum?
I don’t know.
(Ryan, 2018, p. 239)

Ryan’s book grew out of a blog’ that she had started about her family life, prior to
Connor’s death. In one post Ryan describes her fear of forgetting her son — that his death
would obliterate him utterly, not just bodily.

3 https://mydaftlife.com/
Hannah Bradby, 2020 ‘Subjectivity, Experience and Evidence. Death like milk on the doorstep.” 12

Chapter 7, pp 101-115 in Geohumanities and Health in Global Perspectives on Health Geography

series (eds) Sarah Atkinson and Rachel Hunt. Springer International.




I still remember LB though. [...] I realised this yesterday when I imagined him on
holiday with us. I could still see him, hear him and feel his presence strongly. His
(constant) commentary, facial expressions, enjoyment, participation and humour.
I could see him, sitting cross-legged on the beach, sifting sand through one hand,
eyes half closed, basking in the sun like a contented cat.
I wondered about this. On a windswept beach in Tenerife. One of my (many)
fears was that I’d forget. That he’d lose shape, substance, being in time. His brutal
and unexpected death would obliterate him. But it hasn’t.

(Posted August 9, 2018).

One of the comforts of imaginary stories is that they over come the finality of death.

Closing thoughts

In order to represent the experience of illness and healthcare, forms of evidence beyond
the documentary are implied. Representing the experience of death, dying and loss
requires the imaginary and the metaphorical. Anthropology has considered its
relationship with what fiction might mean in the context of factual accounts of the social
and cultural world (Clifford & Marcus, 1986; Strathern et al., 1987). Other social
sciences have more regularly distanced themselves from the triviality of unreliable
fictional accounts, in favour of the reliable validity of science. Fictional techniques
illuminate the subjectivities of illness and of loss. How literary, journalistic, poetic and
life-writing relate to and compete with the powerful truth-claims of scientific accounts of
illness, treatment and loss should be part of a conversation with medicine.

This chapter makes a case for story as a way of knowing that has been under-played, not
only in evidence-based medicine, but also in narrative-based approaches. ‘The modern
clinic is a densely narrated environment’ (Atkinson, 1997, p. 340) where stories do all
sorts of work, including the socialisation of trainee practitioners (Becker, 1961) and
making sense of medical error (Bosk, 2003). Sharing and constituting knowledge by
story-telling has been harnessed by various health promotion initiatives (for example L.
B. Frank, Murphy, Chatterjee, Moran, & Baezconde-Garbanati, 2015; Stuttaford et al.,
2006) and yet story is less often used as method for representing subjectivity to inform
healthcare. The term narrative has been subsumed into the medical project as a vehicle
for stable knowledge of a subjective and qualitative nature that can complement the
evidence base. With science asserting the universal truth of its knowledge claims,
narrative approaches to medicine have taken on documentary expectations of knowledge
as part of the wider biomedical project. People’s experience of illness and of treatment is
neither necessarily stable nor rational. How then can it be summarised in stable
documentary narratives? ‘Storytelling reveals meaning without committing the error of
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defining it’ (Arendt, 1968) and story offers ambiguous, paradoxical approaches to
establishing the workings of the social world and the place of self, in times of health,
illness, injury and madness. Evidence based medicine is a means of managing ‘the unruly
social world in which medicine is practiced via objective scientific procedure’
(Goldenberg, 2006, p. 2630) which has incorporated narrative based medicine as a
response to criticism of its limitations. The advantage of story is that it has not (yet) been
subsumed to the biomedical project.

No more than its stripped down cousin narrative, can story give us ‘untrammelled access
to a realm of hyperauthenticity’ (Atkinson, 1997, p. 341). Story, when taken seriously,
with the inclusion of its contradictory, metaphorical elements, can bring insight into how
illness, injury, treatment and loss are experienced. No more than narrative is story a
panacea for the limitations of healthcare, having distinct limitations as a method to
represent experience: muted voices that cannot tell their own story and that have no
champion can get lost (Bradby, Hargreaves, & Robson, 2009). Moreover, crafting a story
is not in itself therapeutic, although it may be informative.

While story has occlusions and limitations, it may explain troubling experiences, in ways
that narrative cannot, and thereby comfort. Ryan’s comfort comes, not from the post-
mortem evidence and inquest into her son’s death, but rather in being able to imagine his
presence and his spirit. Ryan’s imaginary dialogue with her son probes and perhaps
undoes the mystery of his absence from her life, albeit momentarily. Diski’s story
illustrates how the onset of mortal illness re-casts a life, and is experienced in contact
with earlier selves, all of which may have a profound effect on expectations and
experience of treatment. As the prospect of a biomedical cure recedes, the need for to
make sense of the onset of a disease in one’s own terms may become more pressing and
almost tangible, like milk on a doorstep.
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