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Preface

This book is the outcome of our work together on the topic of chronic
pain. Our research, Communicating Chronic Pain: Interdisciplinary
Strategies for Non-1extual Data, aimed to explore non-textual methods of
communicating about pain, on social media and through arts workshops,
to find ways to enable pain sufferers to communicate about pain in ways
that did not rely on language, and to develop methods for analysis of
these expressions. It did this through an exploration of chronic pain
expressions on social media sites such as Flickr and Tumblr, and a series
of arts workshops exploring drawing, painting, and sculpting; digital
photography; sound and music; and physical theatre. More information
and outputs from the workshops can be found on the project’s website,
http://www.communicatingchronicpain.org/.

This edited volume was prompted by the project’s final conference,
Communicating Chronic Pain: Creative Approaches, Interdisciplinary
Frameworks, held on 18 September 2014. A number of presenters from
that conference are included in this volume, including Lucy Bending,
Sarah Goldingay, and Sue Ziebland. Deborah Padfield and Jude Rosen
spoke at an event we organised around chronic pain and arts-based
approaches at the LSE Literary Festival in 2015. We would like to
acknowledge that there were people who contributed to the conference
and the research who for a number of reasons could not be part of the
final volume, but who nevertheless also shaped it, including Ulises
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Moreno-Tabarez, Yasmin Gunaratnam, and Lisa Folkmarsson Kill. As
the book project progressed, we were very fortunate to be able to draw in
additional perspectives including those of Rebeca Pardo and Montse
Morcate, Alice Andrews, and Trish O’Shea and colleagues, all of which,
we believe, strengthen the volume with interdisciplinary and collabora-
tive approaches.

Painscapes aims to provide alternative ways of understanding pain,
through devices such as images, poems, historical texts, stories, and quali-
tative interviews. Our aim has been to bring these perspectives together
as modes of understanding which both intersect and diverge, helping us
to navigate pain’s complexities. This book draws together perspectives
from sociology, the medical sciences and anthropology; visual art, par-
ticularly photography; literature and theatre. Throughout, the goal has
been to engage with these perspectives without privileging any one single
standpoint.

Communicating Chronic Pain was supported by the UK’s Economic
and Social Research Council via the National Centre for Research Methods
under the Methodological Innovations Projects scheme (Grant number
DU/512589108). We remain very grateful to the workshop leaders and
participants who shared their ideas and experiences with us. Our research
would not have been the same without our co-investigators on the
Communicating Chronic Pain project, Flora Cornish and Aude Bicquelet.
We also extend thanks to Ricardo Carvalho and Lutz Issler, who were
essential interlocutors throughout the research process. The Communicating
Chronic Pain project benefitted from the support of our advisory board
members Amanda Williams, Mick Thacker, Deborah Padfield, Kate
Jolly, Charles Pither, and Beverly Collett, and we are grateful for their
involvement.

London, UK EJ Gonzalez-Polledo
London, UK Jen Tarr
May 2017
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Painscapes

EJ Gonzalez-Polledo

Pain is imbricated in clinical and experimental histories where the trans-
formation of subjective experience into scientific measure was a form of
political physiology." Tracing a history of pain in medicine, Joanna
Bourke notes that the application of ether substances in surgical pain
relief for surgical applications was not until 50 years after the discovery of
this substance, as its widespread use was intertwined with Romantic pre-
occupations about the democratic distribution of happiness that pushed
the pain relief agenda as a legitimate goal during the Enlightenment.
Davy’s discovery of ether was framed by vitalist concerns about the effect
of an under-stimulating gas vis-a-vis pain as an over-stimulant, both seen
to put patients at risk.? As it became possible to render a person insensible
to pain while keeping them alive, the principle of application of pain
relief was grounded in forms of calculation of preferable suffering.
Pernick’s history of anaesthesia demonstrates that the application of pain
relief relied on the acceptance of suffering ratios and probabilities of
death, and that the ‘utilitarian professionalism’ that guided the early
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2 EJ Gonzalez-Polledo

development of anaesthetics was itself rooted in physicians’ ‘search for a
moderate consensus ideology® that would allow them to bridge
disciplinary cleavages. Choices between maintaining life and alleviating
pain were affectively grounded, as physicians understood their profes-
sional duty as ‘demanding the unhesitating infliction of extreme suffering
in order to save lives’.* Social position, race, and gender and age played a
major role in this form of calculus, effectively determining who would
and would not receive anaesthetics, and to what degree. In some instances,
pain was seen as a positive experience that could be beneficial. Physicians
counted in their duties to ‘bolster the courage of patients’,’ seeking to
actively ‘develop’ their moral qualities through pain management. In
contrast, patients were dismissed as responding emotionally while under
the influence of anaesthetics, and the encounters between practitioners
and patients were seen as dangerous even for practitioners, as the applica-
tion of anaesthetics was perceived to threaten the social, sometimes also
the sexual order between patients and their clinicians. Indeed, as Bourke
argues, the development of anaesthesia was enmeshed in wartime logics
and logistics, practical barriers that determined the availability of pain
relief remedies, as well as defective equipment and incomplete medical
training that added up to unequal pain relief provision, grounded in
moral anxieties and spiritual dangers.®

Turning pain into an object of medical study ‘involved separating clin-
ical pain from laboratory pain, and most importantly, separating chronic
pain from acute pain’.” The history of anaesthetics is based on instrumen-
tal correlations that attest to the reality of pain, based on certainties such
as the fact that ‘a small prick with a needle in the finger causes tolerable
pain, whereas a strong blow with a hammer to the same place normally
unleashes severe pain’.® Correlational measures of pain and tissue damage
were predicated on assumptions about the stability of pain as an object of
investigation, privileging purely mechanical values of sensation as data
since these produced replicable results. Although judgements such as
these provided pain with unique characteristics, and its status as research
object,” these same judgements imbued chronic pain with a problematic
status: not only is it a private experience to which no one but the person
in pain has direct access, but it resists medical actions and explanations in
its persistence. As social, emotional, and psychological domains are
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brought to bear on the actiology and definition of pain, clinical research
has progressively veered away from early theories of pain that followed
the Cartesian model of an isomorphic relation between pain and tissue
injury.' Yet, as Goldberg has noted, pain without lesion became an object
of consistent epistemic stigmatisation in clinical research and practice
well into the twenty first century, supported by the rise of a culture of
mechanical objectivity and evidence-based practice and backed by his-
toric paradigmatic court rulings.!

Definitions of chronic pain have been notoriously difficult to stan-
dardise.” The long-term effects of chronic pain do not easily map onto
prognostic values and indicators.'” Biomedical health narratives imag-
ined pain through metaphors of survival which depend on the recogni-
tion and elimination of pain. Contraposing the pain-free body to the
body afflicted by pain, pain is seen to trigger a form of warfare,' calling
for action-oriented technical responses to tackle its effects and for long-
term adaptive approaches to healing. Indeed, ‘a good life’ should not be
painful or difficult, nor lived through the kind of alienated senses of sub-
jectivity and relationality that often arise from anomalous long-term
pain.” However, although ubiquitous forms of pain transverse religious,
cultural, and historical boundaries,'® social scientists have long known
that pain derived from long-term illness is not universal, and neither are
its effects.'” Persistent pain is, rather, anomic,'® escaping systematisation
in a coherent system of meanings or values. Pain may be an event of total
loss that fractures any and all notions of totality.” It may be a fluid state
across patterns of flare and remittance in which, alongside the endurance
of pain itself, there is an inability to restore levels of function held prior
to pain’s inception.

Thinking through emotional and communicational aspects as critical
to pain experience, Bendelow and Williams argue for an approach to pain
beyond models focused on sensation and based on the Cartesian split
between body and mind.?® Against the medicalised view, Bendelow and
Williams recast pain as an experience of being in the world, irreducible to
the qualities of sensation, and grounded in communication processes at
the intersection between biology and culture. Pain extends beyond indi-
vidual bodies to inhabit practices, relations of care, regulations, pharma-
cokinetics and multiple, partially connected practice cultures that
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normalise notions of health and ability, producing pain no longer only as
sensation, but as an epistemological, social, and political ecology. People
who live with pain long term trace their pain to personal experiences of
misdiagnosis, stigma, and undertreatment, to the extent that, analysing
the global patterns that make chronic pain endemic, Manderson and
Smith-Morris argue that ‘increasingly, chronic, long-term conditions are
not naturally occurring ones, but are those for which the political will
and economic resources are simply not brought to bear for a given com-
munity’.?! As the prevalence of chronic conditions becomes an increas-
ingly ubiquitous global public health concern,? the increased prevalence
of chronic pain is linked to factors shaping access to resources, socio-
economic status, stress at work, occupational status, race, and education,
locating pain across relations between policy and politics. Correlations
between pain and disability highlight, furthermore, that feeling pain and
being in pain are not co-terminous. People with lower incomes are not
only more likely to be more disabled by pain, but research demonstrates
that there is a relation between social conditions and the intensification
of pain.” For Wilkinson and Kleinman, social suffering is now an exten-
sion of illness made routine in everyday life by the force of stigma, mate-
rial deprivation, and compounding forms of epistemic, medical, and
political injustice.*

In this context, new questions are emerging across academic disciplines
about the relation between pain experience and pain expression, which
point to complex entanglements between pain epistemologies, the justi-
fication and provision of healthcare services, and the dynamics of clinical
protocols in lives where pain is present. Addressing pain communication,
from this perspective, requires an ongoing dialogue between the humani-
ties, art, philosophy, and the social and biomedical sciences. Combining
insights from anthropology, sociology, the medical humanities, and the
arts, this volume draws on phenomenological and post-phenomenological
approaches to pain communication to enquire about the devices, meth-
ods, and artefacts through which pain is known and lived. It focuses on
the material, informational, and practical worlds that emerge as pain is
made social, and how the endurance of these worlds, their disruptions,
and transformative potential pose new questions about the epistemolo-
gies and transactional politics of pain and method. Using multiple devices
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such as stories, poetry, photographs, concepts, and relational aesthetics,
contributors reimagine pain through intersubjective, temporal, and
material and knowledge ecologies, painscapes. These configurations are
meant to be totalising representations of pain experience but map the
complexity of pain across physical, social, and intersubjective domains,
following key concepts, objects, and methods to conceptualise the ways
of knowing, relating, and dwelling that resonate in everyday experiences
of pain.

Pain and/as Communication

Pain literature in the humanities insistently recounts pain’s resistance to
language. For Wittgenstein, in Philosophical Investigations,” language
holds an ambivalent potential, as it betrays the inherently private nature of
pain, which makes language liable of misrepresenting pain, at the same
language is an extension of pain, makes pain public. Elaine Scarry has
clearly illustrated that the experience of pain and language relates only
partially. ‘Physical pain’, she writes, ‘-unlike any other state of conscious-
ness- has no referential content. It is not “of” or “for” anything’.*® Scarry
argues that the indeterminate location and immersive experience of pain
bring about a state prior to language, arguing, against currency of bio-
medical knowledge, that only those who are not in pain can become the
reliable narrators of pain experience. Arthur Frank’s work on illness narra-
tives demonstrated how the relation between bodies and narrative reflects
both cultural ideals and ethical choices, since, ultimately, through narra-
tive, the body is the moral problem addressed in narratives of self-making.?”
A growing body of literature in the fields of medical humanities and nar-
rative medicine has come to revalue narrative as a transformative device in
clinical contexts and beyond.?® Drawing on Eve K Sedgwick’s notion,
Jurecic reflects on the value of illness narratives as ‘reparative reading’.”
Exploring the role of illness in professional writers’ accounts, Jurecic argues
traces a parallel between the emergence of narratives about illness and a
new role of everyday experience in literary practice. In the nineteenth cen-
tury, memoirs by clinicians and their heroic narratives of discovery pre-
ceded first-person narratives of illness. Unlike full autobiographies, these
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narratives were rather ‘sanatorium narratives’,”® chronicling an encounter
with illness, with medical staff, or with other patients. But as changes in
the patient—doctor relationships became pronounced after the 1950s, and
then again after population health crises such as the HIV/AIDS, the quest
of meaning in illness proliferated in multiple genres. Straddling between
the noble act of testimony and the impossible task of speaking about
trauma, medical, and public engagement with these narratives produced
qualitative changes in how individuals faced illness.’! Jurecic argues that
illness narratives generate productive tensions at interstices, taking from
illness narratives their capacity to multiply the presence of illness, to speak
‘out of what spaces I may speak of it, or be spoken for’ as Sedgwick put i,
a place where it is possible to point towards instability and uncertainty.
Consider Lochlann Jain’s definition of ‘living in prognosis’,** which devel-
ops a sense that cancer diagnosis, repeatedly deferred and warped by cog-
nitive dissonances between a lived sense of vitality and a personal sense of
cancer imminence, and the ‘objective” statistical accounts of symptoms
brought forward by medical professionals with no direct experience of
cancer. Jain was presented with a calculative process based on probabilities
of effectivity of particular treatments. Numbers and statistics waged as a
measure of real chances of survival were intentionally devoid of politics,
yet measured the politics of knowledge against the process of living. Jain
writes that ‘the statistics that offer the promise of beating the odds also
evacuate the politics of prognoses’.”” Indeed, being treated as a statistic
observation not only clashed with Jain’s sense of embodiment, selthood
and aspiration in the diagnostic process, but with her actual progress once
a treatment course was approved.’ Living in prognosis suspended the
sense of passing time, and of temporal frameworks such as age, generation,
illness stage and lifespan. Jain’s testimony attests to how consequences of
ineffective or injurious ways of knowing treatment had real consequences,
affecting some survivors more than illness itself.

Informational worlds are key to the making of everyday pain and dis-
ability worlds.?” Living in pain implies reinterpretation of what a normal
life can be like,?® as of pain temporalities overlap with poverty, normal
practices of care and neglect, imbricating the experience of social and
physical pain with social dynamics of care and the failings of bureaucratic
and administrative systems. Lauren Berlant offers a compelling reading of
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their entanglement in the Dardennes Brothers film Roserza (1999),”
which chronicles the devastating physical effects of social pain through
the protagonist’s impossible quest for aspirational normativity. For
Berlant, the indistinction between physical and ‘political, economic and
affective forms of existence’ relates broad kinds of social dynamics to a
critical interrogation of the place of pain in the making of political
worlds.*® From this perspective, pain becomes an environment, rather
than an object, whose knowledges, practices and artefacts are, as Berlant
suggested, ‘themselves normatively mediated’.”” For example, ethno-
graphic studies of pain management® evince how dominant ways of
knowing pain affect how pain is perceived. Anthropologist Jean Jackson
has argued that distinctions between experiences of pain, the emotional
states that come with it, and pain behaviours is ambivalent, and the cred-
ibility of self-reports of pain can diminish over time. Cultural or collec-
tive meanings of illness can work counterintuitively to delegitimise
certain forms of pain experience, which are understood as ‘meaningless’,
lacking cultural appraisal or contestation.*! Jackson’s study focused on
how interactions at a pain clinic, characterised by a disconnection
between patient reports and medical terminology, suggest that forms of
address actually impact the perceived reality of pain, its nature, and the
perceived responsibilities associated with stigma. During the course of
one year, Jackson developed a methodology of ‘cognitive restructuring’ to
track how changes in how pain was thought correlated with self-reports
of pain improvement. At this clinic, ‘real pain’ became notoriously diffi-
cult to standardise. While it was agreed that pain ‘performed a function’
in most cases, whether the nature of this function could be considered
authentic was routinely made an object of contention. Jackson reports
that “clinicians’ understandings of pain are complex and varied, depend-
ing on their medical specialty and on the specifics of a given case (...) the
clinicians’ debate focuses on the extent to which chronic pain is due to
psychogenic, rather than physical aspects, causes, and the consequent
implications for treatment’.** Indeed, the focus on pain’s actiology derived
adistinction between ‘real’ pain—organic, and pain for which the patient
is not responsible and ‘unreal” pain—involving somatisation and possible
gains for the patient, such as access to medication or an assumed ability
to derive social gains from ‘performing’ pain. Combinations of ‘real” and
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‘unreal’ pain were the most common for patients. For Jackson, patients
were ‘placed on a bind: on one hand, some hope is being offered in the
form of pain relief, on the other, the suggestion is clear that their notions
about their own pain are wrong’.*> Compounding the notion that unreal
pain can be willed away by psychological therapy or non-medical thera-
pies has far reaching implications, as patients began to resist the pain
clinic’s message because it was seen to perpetuate stigma. Jackson, there-
fore, became suspicious that self-reports of improvement—that were
used to compile improvement indices—reflected actual improvement.
Rather, her ethnography suggests that patients routinely changed their
understanding of pain, and how they communicated about it, as their
own pain measures were broken down and rewritten over the course of
the programme to fit with the clinic’s prognostic indicators.

The importance of illness narratives, from this perspective, would not
least be the capacity of the story to be read, and of a reader to construct
the time-bound causal patterns that relate sense-making to primary expe-
rience. Placing a teller and a reader at the centre of a narrative process
highlights how stark objectivity may not be possible in the realm of
human interactions. For Morris,* fiction provides a bedrock for a ‘post-
modern’ illness model, understood beyond dualistic, mechanistic, and
reductive definitions of body versus mind. At the crossroads of biology
and culture, this new approach ‘acknowledges the emergence of powerful
cultural forces from mass media and government subsidies to multina-
tional drug companies’, revealing ‘how illness can be crucially modified
or wholly reconstructed by its contact with narrative’.*> For Morris, the
implications of the clash between individual and cultural narratives are
primarily ethical. Indeed, a narrative ethics must be willing to pose dif-
ficult to answer questions about intended and unintended damage to
patients, and to face up to the challenge narrative’s potential to challenge
the decidability of knowledge. For example, in an autoethnographic
study of fibromyalgia, Greenhalgh highlights how chronic pain objects,
materials and devices have social lives of their own. They can produce
disability as an administrative category with recourse to particular poli-
cies and regulations,*® even though, rather than on a physical basis, it
depends on social judgements of normalcy, and the measuring of bodies
and everyday realities against ideals that characterises disability worlds.*”
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In Greenhalgh’s process of being misdiagnosed with fibromyalgia, pain,
like disability, was normalised through undemocratic access to technol-
ogy and the materialities and politics of communication processes. In
clinical encounters, her identity was transformed from that of a ‘person
with arthritis’ to a ‘fibromyalgic-arthritic patient’, a process that involved
normalising symptoms and undergoing a course of treatment as part of
an erroneous diagnosis.*® For Greenhalgh, discourses of truth masked as
scientific and value neutral put the patient in jeopardy particularly when
the complex and chaotic reality of the clinical encounter is denied.
However, rather than accept epistemic injustice as an inevitable outcome
of clinical relations, a phenomenological and postbiomedical notion of
illness must be crucially concerned with values and politics of communi-
cation.”” Greenhalgh calls the doctor’s account of the patients’ ills a story
which draws attention to the moving boundaries between fact and
fiction.”® As a pragmatic tool, narrative can displace questions about who
is right or wrong in composing a problem. Crucially, Morris argues, nar-
rative would force medicine ‘to confront the recognition that pain is not
just a medical or neurological problem but implacably biocultural’.>! In
these sense, illness narratives stage a cultural politics of emotion. Morris
draws these politics around encounters ‘in the hallway’, encounters
deeply entrenched in personal experiences of illness that produce new
critical agenda for bioethics.’> Such a programme as this can intention-
ally replace the ethics of good and evil which hides behind bureaucratic
bodies and institutional decisions, linking cultural narratives back to
both identities and everyday moralities of the people for whom
they matter.

In this context, pain communication becomes a key site of enquiry.
Through communication, like illness, as Carel perceptively proposes, can
be a phenomenological notion in contrast with the naturalistic definition
that accounts primarily for physical fact, it is ‘objective (and objectify-
ing), neutral and third-personal’.”> Carel’s first-person-centred epistemol-
ogy is the basis of a shift to abandon the framework of pathology and
bring forward new questions about the social, cultural, epistemological
determinants of illness.** But more crucially, a focus on communication
can become a key site to develop ethical forms of communication con-
cerned with identifying the structures that underpin experience, while



10 EJ Gonzalez-Polledo

taking difference seriously and recognising that others™ experiences may
be incommensurable.” For Carel and Kidd, this process

involves a transition from an “informational perspective” which sces the
speaker as a “potential recipient or source of information” to the ‘partici-
pant perspective’, in which we see the quest for knowledge as a shared
enterprise and the patient speaker as “competent to carry out some particu-
lar activity that has a fundamental role in carrying out inquiries®

Reflecting on clinical experience, Biro has described how a creative
practice of listening could transform the clinical encounter with people
who ‘try to find the right words, but typically come up empty’.”” It is
perhaps the difficulty of finding the right words, he argues, that has
tipped clinical assessments of pain from relying on technical assessment
protocols, such as the McGill Pain Questionnaire, to instead provide
people seeking pain services a basic series of pictures known as the faces
pain scale.”® Biro argues, however, that transcending literal linguistic rep-
resentations may help clinicians get better at identifying and treating
pain. While the rich vocabulary involved in metaphorising the action of
pain of the McGill Pain questionnaire goes a long way in making pain
representable through language, the simplicity of the faces scale, using
pre-linguistic expression, makes it possible to communicate in practice.
As Nancy has noted, while hearing has multiple meanings organised
through different combinations of tension, intention and attention, lis-
tening, on the other hand, evolves around the word ‘entendre’, which is
linked to ‘comprendre—‘understanding’.® To listen, unlike hearing,
does not relate to sensation but seeks to achieve a presence in the ‘reso-
nance of a return’.® Through listening, a listener opens to the world a
field of relational ethics.®!

Biro’s patients spoke of living across two worlds, a sense that the depth
and elusive presence of pain is indistinguishable from its significance.
Here the metaphorical and contextual nature of pain communication
becomes a crucial site of enquiry where new questions about the relational
and ecological form of pain can be formulated, drawing on the ways in
which different media can draw multiple emotional, aesthetic, political
and sublime responses, and not, like in language, directly through it.®?
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Painscapes

This volume aims to interrogate intersections between pain and commu-
nication to ascertain in what contexts and to what effects pain becomes
known.®® Much like Veena Das’ methods compose the problem of pain
from a vernacular,* the chapters in this collection present a series of con-
texts as ‘scenes of instruction’, presenting particular assemblages of media,
context, and critique as key interfaces of ordinary ethics. Advocating a
descent into ordinary practice, cultivating the sensibilities of the every-
day.® In a broad cultural discussion of modernity, Arjun Appadurai
argued that the suffix—scape captured a new role of imagination in social
life. Not only that the tensions between cultural homogenisation and
heterogenisation demanded a dynamic framework ‘where an array of
empirical facts could be brought to bear on [the] argument’, but a sense
that theoretical tools, even models and flexible theories, come short of
addressing the complexity of global cultural flows. The suffix—scape, as
Arjun Appadurai (1996) proposed to understand it, brings into relation-
ship multiple dimensions of complex phenomena, describing landscapes
which may be fluid and irregular, and which do not take an objective
form from every point of view. Rather, painscapes are perspectival con-
structs, inflected by the situatedness of multiple actors, who form part of
other landscapes, and who both constitute and experience these land-
scapes in the process of imagining their capacities and shortcomings.
Imagining painscapes brings contributors to map socio-material for-
mations connected with ways of knowing pain, refracting pain through
the lines that entangle medical, psychosocial and political domains of
pain experience. Navigating these domains opens up a transsensible space
that brings into focus transits and exchanges between multiple modalities
of perception and technologies of capture in the making of pain worlds.
Focusing on the multiple relations between experience and expression
brings forward a practice of witnessing that takes pain beyond the domi-
nant visualism paradigm in philosophy and in science, bearing witness in
ways that exceed vision: just as there is no eyelid to protect from hearing,
sound demands to be brought into experience in ways that surrender
attention and elicit an affective, conceptual and emotional response.
Critical to this new focus on pain communication, then, is the notion of
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attunement as a critical outcome of communication. This notion brings
to a relation context, media and message, and it calls into question the
idea that communication must aim to generalise experience, seeking,
instead, a capacity to sense, figure, amplify, attend, sensitise, and translate
the complexity of the material forces that structure sensation. Tone and
tendency are fundamental to the transformation of physical qualities into
working concepts, since connecting thinking and feeling foregrounds the
critical role of the encounter as a generative, not representative time-
space.® Crossing human and non-human boundaries, attunement
involves locking in qualities, frequencies and vibrations in a communica-
tive event, and connecting capacities of perception to capacities of under-
standing and intervention, involving the elements assembled in the
process of communication.

Bending opens the collection by reflecting on the historical underpin-
nings of the difficulty of communicating pain. Focusing on the American
Civil war, Bending follows the claims to pain’s incommunicability to
Army Assistant Surgeon J.J] Woodward and army doctor Silas Weir
Mitchell, who observed that it is only when a person performs pain, by
verbally admitting to its existence, that the foreignness of pain, its signs
and symptoms, can be translated. Focusing on how these doctors learnt
to listen to ‘the sad language of pain’, Bending opens up the power of
language, and its limitations, to translate ‘real’ pain worlds. Mitchell
advocated a professionalisation of pain medicine not only as a means of
recognising the unprecedented forms of pain soldiers encountered during
the war but also of grappling with entanglements of word and symptom—
real and imagined—as well as with their social and emotional effects.
Bending chronicles how in this period, seeing pain, rather than listening ro
pain, became the gold standard of diagnostic procedures, constructing
the ways in which the ‘compelling, more truthful’ character of the body’s
somatic responses was preferred over words by doctors, until it is the doc-
tor himself who is doubted in his capacity to accurately translate pain.
For Bending, Mitchell’s story brings pain back into moral sets of relation-
ships, and the practical historicity that provides symptoms truth value to
ways of knowing in scientific and clinical relations. At the other end of
this story, the presence and immediacy of a Crohn’s disease diagnosis,
Rosen newly engages history and poetry to bear on her experience of
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chronic pain. Using poems as devices that connect temporalities of pain
and clinical pain cultures, Rosen casts the practice of writing as a genera-
tive form of resistance to cultural debilitating narratives of chronic pain,
using writing to open up in between spaces where people, organs, and
drugs, social living and cultural representations share a common tempo-
rality. Rosen strings these temporal thresholds through the long persis-
tent temporalities of chronic pain, mirroring memory through the
momentous difference of poetic effect, and marking the space of writing
as a space of transformation ‘outside’ of pain. Entangled in this space,
writing and sensation unfold multiple tensions between pain and iden-
tity, intentionality and indeterminacy, creativity and rupture. The point
of pain, Rosen speculates, might be to let the interface of a poem extend
the political boundaries of the body beyond the self, in the process mak-
ing ‘the unbearable funny, and hence, bearable’.

Challenging clear-cut binaries between subjective and structural forces,
public and private domains, the performance of pain is bound by the
recognition of authenticity. Goldingay delves into the mutually constitu-
tive roles of performing doctors and patients in chronic pain related clini-
cal encounters. Her chapter interrogates the cultural fragility associated
with the figure of chronic pain patients as they approach the clinical envi-
ronment, and particularly, the contrast that emerges between this fragil-
ity and the coping strategies a person in pain necessarily deploys in
everyday living. Goldingay analyses the medical encounter to tease out
the expectations, procedures, and experiences that compose patient and
doctor roles in the chronic pain drama. Drawing on the inherent dyna-
mism of these roles, and their reliance on conflict, Goldingay unpacks
how medical training and performance afford particular cultural con-
structions of both pain and patient roles, and how, inverting doctor—
patient roles and taking non-verbal communication seriously when
interpreting pain communication might deeply destabilise the epistemo-
logical structures of pain. Taking pain further beyond the limits of mod-
ern subjectivity through a reading of autoimmunity, Andrews draws on a
close reading of Derrida’s philosophy as well as cybernetics to conceptu-
alise autoimmunity. Although autoimmunity refers to self-infliction by
etymology, Andrews rethinks this notion in connections across
biomedical, political, and philosophical realms. Autoimmunity is at the
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heart of the modern paradox that understands the self in opposition to a
hostile environment. Radically reworking the connections that engineer
the I, the authority of scientific discourses, one’s autobiography, and
healthcare system, Andrews undoes the gap between ‘the one who writes
and the one who is written’, the autonomous one and the one who is
‘marked violently, painfully, by that which “one” is not’. Following the
logic of autoimmunity, its endurance and destructive quest, Andrews
proposes a deconstructive move that focuses directly on pain as a double
bind, ‘where one is not only put in question but is put to the question’.
Andrews offers a new lexicon to navigate pain as an aporia, which pro-
duces, at the same time, pain as a form of communication and the infor-
mation pathways of self-creation. Autoimmunity, from this point of view,
is based on a contradiction, which, in Andrews” words ‘s just as likely to
maintain a system as it is to deconstruct it’.

Interrogating the theme of pain’s visibility in popular culture, Morcate
explores how experiences of pain confront us with an existential abyss
that destabilises notions of truth and presence, since it is only in an effort
of remembering and communicating that pain is given form. The art-
works she presents instantiate the past to engender multiple futurities—a
practice of listening to images’ resonances to tune in to what has not been
said.®” Sensing worlds through and beyond the site-specificity of artworks
leads Morcate to conceptualise the role artworks might play as vehicles of
grief. Morcate tracks significant shifts in pain art worlds around changes
in conventional representations of pain across the twentieth century,
fuelled by changes in biomedicine and by the rise of photography as a
medium to explore life and death. Morcate explores artworks where the
quality of detachment—between artist and pain—provides an almost
analytic approach to pain, as well as a new political way into pain. By
opening up pain controversies, and detaching pain from the individual
experience of suffering, these artworks expose often-patronising cultural
discourses of pain, particularly at a time when digital technologies and
social media platforms have made it possible for artists to develop new
contexts and media forms to communicate about pain, newly involving
publics and media in feedback loops that transform both pain experience
and expression.
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As pain communication finds its way into public, networked spaces,
shared ordinary experiences of pain become powerful connective and
transformative interventions. Newhouse, Atherton, and Ziebland track
pain communication in social media platforms and online forums. Their
contribution follows how chronic pain patients in these platforms have
become health prosumers—active contributors to the production of
health communication as well as informed consumers. Using online
worlds to find experiential information, these internet users find new
ways of understanding their condition, and develop and maintain sup-
portive relations that have a direct effect in how they live with pain.
Further, these platforms are significantly transforming interfaces of
exchange between clinicians and patients. The key to understanding the
success of these platforms, particularly their capacity to transform experi-
ences of pain, lies in the capacity of storytelling—a process of making
visible that exposes pain communication beyond factual biomedical lan-
guage. Yet the increased visibility of chronic pain online, as Pardo percep-
tively argues in her contribution, can also become a vehicle for stigmatising
some forms of chronic pain, particularly those deriving from mental
health conditions. Pardo recasts the stigma of invisible pain by interrogat-
ing the role of photography and photojournalism in social perception of
illness and pain. Using photographic media to call into question the
objectivity of scientific pain images, Pardo approaches photographic
practices as systems that connect artists, users, and issues through cultur-
ally specific aesthetic and moral frameworks, articulating around them-
selves real and imagined practices and communities. While early in the
medical history of pain, photographs classified mental illness traits and
symptoms, clinical photography focusing on literal representations of
individual conditions became the standard for the representation of men-
tal illness, yet failed to make pain related to mental health visible. Later,
approaches in photojournalism followed the critical voices in psychiatry
and the social sciences to contest these representations through critical,
often highly social images where the photographer’s neutrality was radi-
cally called into question. The current shift towards online sharing of
pain images, mixing self-referential and critical accounts, points to a
gradual shift towards a ‘domestication’ and democratisation of pain
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images, signalling the beginning of new ways of communicating about
pain in ever growing series published in platforms that offered more con-
trol and ethical sharing options to users.

The last three chapters reflect on the relation between pain and repre-
sentation through the perspective of practice. These chapters illuminate
aspects of pain that highlight the need to develop a post-phenomenological
framework, concerned with the experience of pain in contexts of
practice.®® Thinking through the practice of listening, O’Shea, Wilkinson,
and Jones present the results of Adjoin, a collaborative project that
brought them to reflect on the experience of living with arthritis. Using
photography to explore the experience of pain and to share it in the clini-
cal encounter with Wilkinson, O’Shea reflects on how the practice of
photographing, O’Shea’s art project brings collected images, dialogues,
reflections, and information resonances to constitute the experience of
pain as itself multiple, anchored in the juxtaposition of scales, instru-
ments, technologies of representation, the kinds of knowledge, identi-
ties, and patient journeys they afford. While O’Shea asks how the
language of pain may be depicted and presented to others, Padfield and
Zarkrzewska interrogate the potential of images in clinical consultations
to improve diagnostic outcomes. Padfield and Zarkrzewska demonstrate
how the mechanic specificities of the photographic medium might be
particularly suited to be deployed in chronic pain consultations, making
the experience of pain present in the consultation room, visible and
actionable. Advocating a broad definition of pain across biomarkers and
emotional and social pain domains, Padfield and Zarkrzewska present an
integrative approach that brings to the fore the inherently narrative char-
acter of medicine. Not only do images facilitate doctor—patient dialogue
allowing patients to communicate pain in a language of their choice, but
working with pain patients at different stages of their journey can help
people living with long-term conditions break away with the paralysis
that is often experienced as a result of pain. Padfield and Zarkrzewska
demonstrate how through a co-creative process, participants in their
research were able to project a plastic image of identity, where the prac-
tices of observation, witness, and analysis were key to developing new
understandings of identities of people living in long-term pain as flexible
rather than static.
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Finally, Tarr’s conclusion brings into focus the relation between pain
and method. Drawing on research across a range of projects, Tarr
demonstrates the multiple capacities of method to generate pain as a
multiple reality. As a mode of addressing pain’s shifting constitution,
marked by perspective as it is by knowing practices and imagination, Tarr
frames painscapes as assemblages that work through the productive and
limiting capacities of method—methods that tease out and enclose, reify
and reveal, and ultimately produce the contrasts, transferences, and
dialogues needed to compose the problem of pain.
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‘The Sad Language of Pain’: S. Weir
Mitchell, the American Civil War,
and Interpreting Physical Suffering

Lucy Bending

“If a man positively affirms that he suffers great pain in some portion of bis bod,
it seems to the popular mind absurd for a surgeon to affirm that he does not.”
Silas Weir Mitchell in Joseph Janvier Woodward (1886)"

This chapter’s aim is to use the tensions inherent in the claim of J. J.
Woodward, the American Civil War Army Assistant Surgeon, as a starting
position to consider some of the difficulties in expressing and understand-
ing pain. For Woodward, steeped in the terrible carnage of the Civil War,
what constitutes physical pain—what the surgeon envisages as arising
from a bodily injury—is at odds with—is perhaps less to be taken into
account by the general public than the simple affirmation of that pain by
the sufferer. It is only when a patient affirms pain, perhaps performs that
pain, that it becomes visible to another. And yet there is, as Woodward is
clearly suggesting, a possibility, which flies in the face of popular under-
standing, that a claim to pain may not be genuine, and may not grow out
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of a bodily reality that could be recognized by a medical practitioner. The
gap between sufferer and perceiver complicates things, meaning that the
experience of pain cannot be simply passed from one person to another,
but—if it is not to be seen as ‘foreign”’—must undergo a process of transla-
tion, as words are found, or symptoms are seen and interpreted. The for-
eignness of pain is not, however, the only difficulty for the surgeon who
meets it on the battlefield. Whilst Woodward’s fellow Army doctor,
renowned neurologist, man of letters, and contemporary, Silas Weir
Mitchell, clearly sees pain as a language that is spoken, a language that can
articulate suffering, there is another pervasive idea that underlies Mitchell’s
thought, and it is this that is the focus of this chapter. Pain is not a simple
given, but is a kind of performance. Mitchell writes of the ‘production of
... pain’, invoking in that word ‘production’ both the physical processes of
the body in response to trauma and the performance of that pain, that
must be staged by sufferers if they are to convince an onlooker of its
reality.

This chapter seeks to think about what it means to listen to what
Mitchell called ‘the sad language of pain’, but also what it means to judge
the reality of that language against the patient’s performance of pain, and
how the body reacts rather than what the patient himself says, as the two
processes of translation and production run alongside each other, in a
negotiation that has implications for the wider understanding of pain
and its articulation.

It is by no means new to think about the necessity of listening to those
in pain, and, indeed, much of the work done in this area stems from
Elaine Scarry’s ground-breaking 7he Body in Pain (1985), which articu-
lates both the difficulties of voicing pain and the absolute necessity for
hearing, and paying attention to, such voicings of suffering. I am inter-
ested here, though, in exploring Weir Mitchell’s written responses—pre-
dominantly his medical writings, but also, in part, his fiction—to physical
suffering, primarily arising from his experience as a Civil War surgeon,
and the ways in which he thought about pain and language; of who spoke
and who listened, and if; in the end, the evidence offered by the speech
of a sufferer was sufficient to necessitate belief in its reality. Mitchell’s
reputation, as Kay Ferguson Ryals rightly contends, has undergone a
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profound change since the mid-nineteenth century. He is now predomi-
nantly known not for being the foremost American neurologist of the
late nineteenth century, repeatedly designated ‘the father of American
neurology’, but as the man who originated the Rest Cure, ‘a famous, or
infamous, treatment that was widely prescribed to “nervous” American
women in the late nineteenth century, and thus as the real-life physician
who served as the model for the notorious doctor-husband in Charlotte
Perkins-Gilman’s “The Yellow Wallpaper”, a text which represents the
Rest Cure as a devastating form of social control aimed at keeping ambi-
tious women in their “places™. Ryals is undoubtedly right about this shift
in Mitchell’s posthumous reputation, and it is a shift that is also recog-
nized in Nancy Cervetti’s fascinating exploration of what she sees as the
movement in Weir Mitchell from Civil War surgeon, who ‘gives voice
and visibility to human pain, transcending its mastery of the body and
reducing its effect’, as the specialist in neurological disorders translates
observed bodily experience into a kind of language, to the post-bellum
society doctor who ‘chooses not to listen’ to, refuses fully to see, the ‘hys-
terical’ women who come under his care. I think the arc of Cervetti’s
argument is right, and yet my focus is on the texts written during or
immediately after the Civil War: Gunshot Wounds, and Other Injuries of
Nerves (1864, deemed by Richard Walter, one of Mitchell’s biographers,
to be ‘without a doubt, the most important work published during the
Civil War period), in which Mitchell, along with his collaborators George
Morehouse and William Keen, voices many of their hesitations over the
passage of pain from sufferer to perceiver; ‘On Malingering’, written with
the same two colleagues, which outlines the possibility of duplicity in
what people say about their own pain; and Injuries of Nerves (1872), a
revised and extended rewriting of Gunshot Wounds, solely under Mitchell’s
name, and published seven years after the end of the Civil War. If Cervetti
sees a shift from belief to doubt in Mitchell’s approach to his patient’s
painful suffering, then I, whilst concurrently recognizing this movement
in his approach to patients, also see his career as riven by doubt, right
from the start, at the visible signs of the body, the ways in which these are
performed and perhaps manipulated, and how one could understand
them. For Mitchell a process is involved in the transmission of pain from
one person to another, and it is a process of which Mitchell undoubtedly
recognizes the limitations. Whilst, as I will suggest later in this chapter,
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Mitchell was determined to professionalize medicine, using as one of the
means to this end his insistence on giving the fullest account of what he
observed, he nevertheless repeatedly fell back on the recognition that ‘we
cannot in any way become sure’ when looking at another’s pain, of what
it is, or even if it is real. Absolute knowledge of another’s suffering is
impossible, though perhaps in that notion of becoming, of becoming sure,
is an idea of movement towards another, as the patient performs their
pain in such a way that it becomes recognizable, and as the watcher
responds to that production of pain. The doctor must be convinced by
the performance of suffering if he is to believe in its existence.

As Joanna Bourke makes plain in writing about the huge-scale injuries
of the Civil War, it brought with it a level of injury that was a huge chal-
lenge—and, indeed, an opportunity for the ambitious—for military sur-
geons. It was, as Bourke argues, ‘a conflict of utmost savagery’; a conflict in
which over 600,000 American soldiers died, and 30,000 limbs were ampu-
tated, a major part of that damage being done by ‘the new conical bullet or
minié [which] proved to be more damaging to muscle and bone than its
predecessors’. Nancy Cervetti extends these claims by writing of the effects
of the minié: ‘Because the soft lead flattened and broke apart upon hitting
the human body, the destruction of tissue, bone, cartilage, and vein was
massive. While the entrance wound was the size of a thumb, the exit wound
could be the size of a fist, and when hit in the arm or leg, the ball could
shatter the bone from a distance of six to ten inches’. Such damage was
unprecedented, and demanded new kinds of medical attention, not least
because of the damage done to the nerves by the passage of the bullet.

Mitchell recognized the opportunity and, as Richard D. Walter sug-
gests, when, in 1862, his friend and former collaborator the Surgeon
General William A. Hammond started to create a hospital designed spe-
cifically for soldiers with neurological injuries, Mitchell was determined
to be involved, as were his colleagues William Keen and George
Morehouse, all three of whom closely collaborated in their medical prac-
tice and in the research papers that grew out of this. As Mitchell put it in
his autobiographical writings, collected together by Anna Robeson Burr,
“There I began to be interested in cases of nervous disease and wounds of
nerves, about which little was then known’. The team of men built up
their collection of neurologically wounded soldiers, many of whom were
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amputees, at the Turner’s Lane Hospital in Philadelphia, which came,
rather bluntly, to be known as the ‘Stump Hospital’. He set up an arrange-
ment whereby he accepted patients that doctors working in other hospi-
tals did not want or know how to treat: he took those with serious
neurological damage, and swapped them for more straightforward, com-
monly encountered patients. As he writes:

The great bulk of our patients has consisted of men who have been shifted
from one hospital to another, and whose cases have been the despair of
their surgical attendants. As the wounded of each period of the war have
been cured, discharged, invalided, or died, every large hospital had left
among the wards two or three or more strange instances of wounds of
nerves. Most of these presented phenomena which are rarely seen, and
which were naturally foreign to the observation even of those surgeons
whose experience was the most extensive and complete.

These ‘strange instances’, with their unrecognizable pain, are foreign’
to those who encounter them: they speak a language that cannot be
understood, and can only be shifted from one place to another. Indeed,
they cannot even be properly seen:

Nowhere were these cases described at length in the text-books, and, except
in a single untranslated French book, their treatment was passed over in
silence; while even in the volume in question but a limited class of nerve
lesions was discussed. In the great monographs on military surgery, this
defect is still so complete, that wounds of nerves are there related rather as
curiosities and as matters for despair than with any view to their full clini-
cal study and systematic treatment.

If Elaine Scarry argues that pain is wrapped in silence because it cannot
be articulated, then the silence here is different: it is the silence of the
medical practitioners, baffled by the severity of the injuries they encoun-
tered, who chose not to confront the phenomenon of pain. Silence grows
from the unwillingness to describe symptoms and find treatments, rather
than from the failure of the doctor to recognize the words of the wounded
soldier. Mitchell in his Civil War medical textbooks recognizes and seeks
to redress this ‘defect’.
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It is the reason—and Mitchell’s explanation—for this lack of knowl-
edge about injured soldiers with neurological damage that interests me in
this chapter, as it points not just towards the unusualness of such wounds,
and their concurrent pain, but also both a refusal to listen to such suffer-
ing, a refusal to engage with its strangeness, and that strangeness itself
which made it seem that the body of the neurologically wounded soldier
was speaking a language that could not be understood. If pain could only
be either a ‘curiosity’ or a matter for despair, then the patients in pain
could not be easily engaged with. The refusal to engage turns the pain
into something else, something beyond medical reach, making it an
object of fear.

This doubt as to what pain is, and whether it can be recognized, crosses
over into the article, ‘On Malingering, Especially in Regard to Simulation
of Diseases of the Nervous Systemy’, which fascinatingly grapples with the
question of how to tell if disease is real or feigned. The article, stemming
from close engagement with soldiers suffering from neurological disor-
ders, has at its centre the difficulty of knowing for certain if someone
else’s bodily suffering is real. All kinds of disorder and disease were feigned
by soldiers seeking discharge from the Army, from deafness, to diarrhoea,
to paralysis, but as the three authors recognized, there is something par-
ticular about pain and its invisibility, its reliance on verbal testimony that
made it a unique symptom. As Mitchell writes, while ‘pain is not a feigned
disease, [it is] the most easily feigned symptom, the most difhicult and
often most apparently cruel to gainsay or deny, and, at the same time, the
most available stronghold to which the malingerer can resort’. Doubting
pain is—as we saw Woodward assert—in itself a kind of cruelty, and,
indeed, this cruelty could stretch to strikingly harsh treatment at the
hands of medical practitioners who refused to believe in the reality of the
supposed malingerer’s pain. Mitchell cites the case of an English naval
surgeon who ‘compelled a suspected malingerer, even by flogging, to lift
and swing an eighteen pound weight with his arms, despite the most
earnest entreaties and asseverations of agonizing pain in his shoulder’.
Only after his ‘earnest entreaties’ have been denied, was the surgeon
called on to evacuate ‘two pounds of purulent matter’ from the shoulder.
The evacuated pus spoke louder than the man’s words, which were insuf-
ficient to bear effective testimony to his suffering. In Mitchell’s eyes, the
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surgeon becomes ‘the author of this cruelty’, as his doubt, and the flog-
ging that follows from it, is a more coherent and powerful narrative than
the sailor’s own words.

Mitchell’s doubts over the nature and action of power and the validity
of speech in the face of pain come to the fore in his contention that it is
difficult to court-martial a malingerer, ‘since in many a case in which it is
morally certain that the man is a malingerer, it is yet impossible to swear
to it’. Medical certainty falls at the hurdle of ‘such evidence as will con-
vince a court of non-professional men’. Bodily suffering, or the lack of it,
is turned into ‘evidence’, and, in this process, becomes a form of argu-
ment rather than a somatic reality. If the soldier can put forward convinc-
ing evidence of his pain, then the layman will not doubt it. As Mitchell
counters, the malingerer ‘frequently tells a pitiful story’, or will ‘whimper
and even sob in an unmanly manner, which in itself alone should pro-
duce suspicion’. Such unmanly sobbing—what looks to the layman like
the proof of pain—becomes in the eyes of the surgeon evidence of his
duplicity. ‘No men are so apt to exaggerate and overact their part, nor any
so apt to endeavour to move belief by backing their assertions by repeti-
tion and affirmation, as those who feign simple pain. Such means are
necessary to bolster doubtful assertion only’. Pain is a performance, and
yet it is one that can be shamelessly overacted. And yet there is another
possibility, as Mitchell recognizes that the surgeon, faced with an enact-
ment of pain, can become 0 convinced by his own evidence, too
impressed by his ‘dexterity in detecting deception’, and gets to the point
where ‘in every “back case” we shall see a malingerer’. No performance
can be suflicient to persuade, as every soldier falls under suspicion. What
matters to him here is what is seen, rather than what is heard: the doctor’s
power to observe is more significant than the patient’s power to assert his
suffering. What one expects, what one is paid to detect, stands in the way
of clear vision, of the ability to listen to the ‘most earnest entreaties and
asseverations’, until one sees only deceit.

Mitchell’s article shores itself up with technologies and practices that
will disclose deceit, that will be able to discern the difference between real
pain and faked pain, that will see through the duplicitous claims and
overacted miseries of the malingerer to the real bodily pain of the genu-
inely suffering—the galvanism that will jerk the malingerer’s muscles into
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action, the ether that will take away the body’s ability to control its
actions, the spies who will watch the doubted soldier while he thinks no
one is looking, the detailed observation of the way in which the suppos-
edly lame man uses a walking stick. It becomes a battle between doctor
and soldier as to whose words are to be the more powerful, as the soldier
sees pain as ‘the most available stronghold’ available to him, a fortress that
cannot be breached, whilst the surgeon counters with the anaesthesia that
will dupe the doubted man’s body into betraying itself, and which is
‘summoned as a reserve to decide the fortunes of a doubtful day’. The
body’s response—when decoupled from the conscious will by ether—is
more compelling, more truthful, than the man’s spoken words. Diagnosis
is a battlefield. There can be no absolute certainty, but the strongest argu-
ment will prevail. And yet, in the face of this, ‘such cases’ as that of the
flogged English sailor with the agonizingly purulent arm ‘have’, as
Mitchell puts it, ‘made us wary’ in this battle between doubt and cer-
tainty. As he goes on to suggest, ‘It is unfortunately the fact, that one
rogue throws a shadow of suspicion on a dozen honest men’, and it is for
this reason that Mitchell deliberately chooses to ‘name’ these wrongly
doubted soldiers, or at least draw attention to their existence in ‘On
Malingering’. In writing this treatise on malingerers, caught between
compassion and caution, Mitchell both exerts his power as one who can
determine the fate of the wounded, and voices his own doubt, and speaks
the real pain of soldiers out loud and, in so doing, acknowledges the real-
ity of their suffering. The danger is, as he all too sharply recognizes, that
‘in endeavouring to do justice to the government, we be led unwittingly,
to do injustice to the man’.

And yet Union surgeons have a duty to the government they serve:
malingerers must be found out and sent back to the field of battle. In
fighting mode, Mitchell makes plain that ‘where no other evidence than
the man’s assertion of pain exist, he should be sent back to his regiment’
to fight. Assertion of pain is insufficient and fakeable, and yet the caveat
that Mitchell adds to this statement is at the heart of the matter: ‘But it
should be understood that “no other evidence” is to be accurately deter-
mined’. Such a decision must not be based on a whim, but on proper,
extensively documented, medical grounds. Gunshor Wounds insists on the
seeking of evidence, on just such accurate determination of symptoms:
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Our materials for this study consist of about one hundred and twenty
cases, all of which have been carefully reported in our note books during
the past year. No labor [sic] has been spared in making these clinical histo-
ries as perfect and full as possible. Those only who have devoted themselves
to similar studies will be able to appreciate the amount of time and care
which have been thus expended. We indulge the hope that we shall leave
on record a very faithful clinical study of nerve injuries, and that we shall
have done something at least toward lessening the inevitable calamities of
warfare.

‘Full’ description on the doctors’ part will somehow make up for the
inability to trust or to understand the ‘foreignness’ of the patients’ lan-
guage. Mitchell’s framing comments here clearly establish the qualities
that he values and the difficulties faced. All of the texts written during the
Civil War by the doctors at the Stump Hospital relied on shared informa-
tion, as the three doctors who worked together decided who would write
up which of the clinical observations that they made for publication. There
is an insistence on information being unmediated; it must come straight
from notes taken at the time of medical examination. No artefacts will be
introduced by the passage of time nor by the processes of memory and
forgetfulness. Mitchell’s stress is on the absolute care of the note takers:
conditions are ‘carefully reported’, they are ‘as perfect and full as possible’,
they have had great ‘time and care ... expended’ on them, and they are ‘a
very faithful clinical study’. The stress is very clearly on a direct transcrip-
tion of the medical case itself. Ernest Earnest recounts the meticulous
attention to detail of the record keeping at the Stump Hospital, making
plain that ‘a single case may take up five to nine pages of foolscap’.
Conventions for case notes were standardized to ensure the ‘full’ account
that Mitchell required, and cases could be followed for up to two years in
these notes. As Kay Ferguson Ryals compellingly argues in her disserta-
tion, Bedside Manners and the Social Body: S. Weir Mitchell and the Virtues
of Medical Practice, ‘Mitchell’s team’ at the Stump Hospital went beyond
well-kept case notes, and ‘pioneered novel methods of clinical research,
including innovative principles of hospital management and record-keep-
ing’. The connection is not made explicit, but Ryals moves on to discuss
the state of the American medical profession during and after the American
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Civil War, drawing into prominence the fact that ‘the 1830s and 40s saw
the end of most attempts at state regulation and licensing of physicians’,
which left the field open to an unregulated and poorly trained medical
profession. If one counter move to this was the formation of the American
Medical Association in 1847, it seems evident that Mitchell and his col-
leagues’ meticulous attention to detail—to close observation and accurate
record keeping—was a different kind of reaction to this, one also born
from what Stephanie Browner, writing of the 1850s, sees as the contest
between ‘earlier universalist therapeutics’, that saw all illness as arising
from the same cause, and its companion, taking shape in ‘contemporary
populist practitioners like Samuel Thomson who claimed that most
patients and most illness could be treated by one regimen or a single tonic’.
Mitchell’s insistence on keeping meticulous note of individual circum-
stances and symptoms cuts against this universalist thrust. For Mitchell
and his colleagues it was only through close observation of the individual
case and its particularities, and the tracing of its path through accurate
record keeping, that effective medical advance and cure could come.

Mitchell knew, however, as did his colleagues, that this ‘very faithful
clinical study’ was beset with difficulty and error. Human error came into
play as Morehouse delayed his writing up of the collected notes on epi-
lepsy for so long that they were destroyed in a fire in his study, and could
never—much to Mitchell’s distress, and presumably annoyance—be
published. More significant, however, than this human tardiness, was the
nature of the conditions studied, and the pain encountered and endured
by the soldiers in the wards. Notes could be taken, and yet pain remained
elusive, tricky, deceptive; it is this trickery, intentional or otherwise on
the part of the patient that led to the article on malingering.

Not only could pain be misleading, but the nature of medical
practice—its necessary extension over time—could also lead to misun-
derstanding. Mitchell’s awareness of the difficulties of recapitulating
experience, particularly as it takes shape in the gap between the time of
writing and the time of encounter with the patient in pain, and the pos-
sibility of forgetfulness and the inaccuracies of mental and spatial dis-
tance from the patient, really comes to the fore in the later text, Injuries
of Nerves, which looks back and works through case histories recorded
during the Civil War. In this retrospective account of his time at the
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Stump Hospital, he assuages his doubts over the veracity of his writing by
claiming ‘In delineating this form of pain'—and here he is writing of
causalgia—the disease that is now particularly associated with Weir
Mitchell—perhaps I cannot do better than transfer to these pages the
account originally written whilst I was seeing almost daily numbers of
persons suffering as I have described them’. It is a claim fraught with, if
not contradictions, at least tensions. The ‘delineation’ of which he writes
suggests a kind of clinical accuracy, but also provides only an outline,
leaving a space within the medical terminology to be filled in by the
patient’s own experience, or, indeed, by artefacts stemming from the pas-
sage of time. This is not the only moment of hesitation in a claim that
ends in confidence. Tentativeness suffuses the negative formulation of
‘perhaps I cannot do better ..." and results in a desire simply to ‘transfer’
experience from the earlier notebooks to the later textbook in a process
that avoids the contamination of time, and perhaps undue reflection.
Mitchell recognizes early on in the text that the interval between experi-
ence and the writing of that experience has its advantages, in making it
possible ‘to collect ... such details of later history as were needed to clear
up or complete the story of symptoms or prognosis—at the moment of
pain the story is incomplete, and perhaps the physician responds inade-
quately or simply cannot see something that will only appear in the full-
ness of time. And yet, after this moment of recognition that what one sees
might not be the whole picture, comes the assertion of the doctor’s
authority. The closing phrase, insisting that the patients suffered ‘as I
described them’, shifts the balance—and it is the doctor who holds the
template, and the sufferer who fits himself to it. Description and experi-
ence here are identical—though the reverberating doubts of the earlier
part of the sentence cannot surely disappear into thin air.

There are other difficulties, of course, in Mitchell’s descriptions of
physical suffering. The doubt is not just that things will change over time,
but that the information gathered by the doctor is somehow question-
able. Mitchell repeatedly falls back on such phrases as ‘the pain which
they described’, allowing in that the possibility that the soldier in pain,
even if he is not a malingerer deliberately endeavouring to deceive, is not
correct in his representation of what he feels. In his account of the sensa-
tions of men who have been shot, Mitchell points out that
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Of them by far the larger number felt, when shot, as though someone had
struck them sharply with a stick, and one or two were so possessed with
this idea at the time, that they turned to accuse a comrade of the act, and
were unpleasantly surprised to discover, from the flow of blood, that they
had been wounded.

Pain, coming out of the blue, creates an idea that possesses the mind and
takes over, creating a story that makes sense of what has happened, and
which cannot easily be displaced. “The pain which they described’, as
Mitchell well knows, is subject to this creative impulse, as pain creates sto-
ries. It is this impulse to make sense of a painful sensation that causes fur-
ther difficulties of belief. Mitchell goes further than suggesting a gap
between the experience and the word used to catch it, in suggesting that
the patient, suffering from causalgia, outlines ‘a state of torture, which can
hardly be credited’” and behaves ‘with a care which seems absurd’. Both of
these terms veer between acceptance of what is conveyed by the patient and
a sense that the patient’s behaviour has gone beyond the credible. As
Mitchell goes on to write of one such patient in Injuries of Nerves, ‘At last
the patient grows hysterical, if we may use the only term which describes
the facts’. Itis an interesting phrase. There is a word that accurately describes
what the doctor observes, and yet it is a word associated with women rather
than with injured soldiers. Mitchell’s hesitation over using the description
‘hysteria’ is one that is bound up in decorum and gender politics—the
question is ‘may he’ use the word hysterical in relation to soldiers; is it per-
missible to do so? In writing of the same patient, a man called H. in those
notes, age 39, and designated Case 33, we are told that ‘my notes describe
him on entering our wards as presenting the following symptoms’, and
what follows is the quotation of Mitchell’s own notes, made at the time:
there is a deliberate choice to leave the language as it originally was, a
choice not to edit or to remove ambivalence. The case notes read:

The hyperaesthesia of the palm was excessive, so that even to blow on it
seemed to give pain. He kept it wrapped up and wet ... After a few weeks
of this torment he became so sensitive that the rustle of a paper or of a
woman’s dress, the sound of feet, ... all appeared to increase his pain. His
countenance at this time was worn, pinched, anaemic, his temper irritable,
and his manner so odd that some of the attendants believed him insane.
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When questioned as to his condition he assured me that every strong moral
emotion made him worse, - anger or disappointment expressing them-
selves cruelly in the aching limb.

It is a fascinating account, because the language of the piece is pulled
in so many different directions. The passage is full of the phrases Mitchell
came to rely on—"it seemed’ and ‘it appeared’—and we hear the voice of
the sceptical medical practitioner, made all the more present by the accep-
tance of this earlier version of events as it is re-read and published in
1872. But we also hear, I think, buried in Mitchell’s account, the despera-
tion of the soldier who felt the need to ‘assure’ Mitchell that strong emo-
tion made things worse for his pain. The soldier goes beyond telling how
things are; his words fail to find acceptance and he must push into per-
suasion. In these surroundings where the patient is not necessarily to be
believed, and the attendants may have ways of understanding entirely at
odds with the doctor and with the patient, the pain itself becomes an
actor in this exchange. H.’s emotions must have a voice, and as such, as
Mitchell puts it, they ‘express themselves—they find their own kind of
language—cruelly in the aching limb’. That they express themselves ‘cru-
elly’ suggests a kind of personality to pain: they do not simply press out
meaning, but do it with a kind of malice. Such delineations clearly link
Mitchell’s embodiments of pain back to such pictures as James Gillray’s
1799 cartoon, “The Gout’, in which the inflamed foot of a man suffering
from gout, is fiercely attacked by an evil-looking, sharp-taloned devil,
intent on sinking claws and teeth into the tender foot.

This version of pain—one buzzing with the idea that pain can take on
an embodied form, can have a mind and behaviour of its own that is
somehow outside the remit of the body—at times infuses Mitchell’s med-
ical writing. Writing of organs that perhaps only once in a lifetime feel
pain, he asks if it is possible that there should be a system of nerves dedi-
cated only to pain that may never, or only ever rarely, be called upon:

Are we to suppose that there exist always in these organs pain nerves, and
that only once, perhaps, in a lifetime these filaments are to be aroused into
activity? Or, as regards the skin, how shall we deal with the like difficulty if
we choose to believe that everywhere are peculiar nerve fibres devoted only
to transmitting painful sensations?
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Mitchell does not have the answer to this question of whether there are
specific pain pathways, but his descriptions of the actions of the nerves
carrying pain—their arousal and their devotion—suggests something liv-
ing; something outside the realms of the purely neurological. Alongside
this, for the physician, it is a matter of choosing to believe if there are dedi-
cated nerves for pain. It is as though two worlds are colliding: the world
of observation, knowledge, and note-taking, and an older world view
that relies on belief and a sense of the embodiment of pain in a malign
shape. It is no mistake that when Mitchell gives his opinion on dedicated
nerve pathways, he puts it in terms of his willingness to accept his conclu-
sions: ‘T am unwilling’, he says, ‘in view of the facts, to look upon pain as
a distinct sense with afferent tracks peculiar to itself’.

The doctor, uncertain of the functioning of the nervous system, recog-
nizes that his observations alone are insufficient: his judgement relies on
his willingness to perceive things in a particular way; his willingness to
translate the foreignness of the body into terms that he can understand.
Pain, as Mitchell insists throughout his writing, speaks a foreign lan-
guage. In trying to understand he writes of the possibility of a system of
nerves devoted specifically to pain, and distinct from the system con-
cerned with heat or touch: ‘it is’, he writes, ‘s if through a single tube
were spoken various languages which could be only understood when, at
its farther end, they reached the ear of the hearer native to each form of
speech’. All kinds of impulses—sensation and pain—travel along the
same nerves, like a message through a speaking tube, and it is only when
they reach the end point that they are interpreted. The listener dedicated
to warmth interprets the sensation in that way, whilst the listener listen-
ing out for pain will hear that as it comes thundering through the speak-
ing tube. Mechanical disturbances along the path of the nerve are felt as
pain, as the nerve translates the sensation into what Mitchell calls ‘this
sad language’. Pain, as Mitchell found from his experience with malinger-
ers, could be—and, indeed, was—faked for the patient’s advantage, and
yet the difficulty lay in not allowing the knowledge of this to preclude the
possibility of its real existence. This analogy of speaking tube and nervous
system gives a way of understanding Mitchell’s own response to the pain
of his patients, and their desire and difficulty in communicating it. It was
the purpose of the doctor to place himself at the end of the speaking tube,
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and not just to hear, but to interpret, the language that came to his ear, in
ways that others—even those in the same physical position—were unable
to do without such training and experience. The shot man, who inter-
preted his gunshot wound as a blow from a stick, equally had his ear to
the end of the speaking tube, and yet was profoundly mistaken in his
interpretation of his pain. Mitchell’s ability to hear correctly, medically,
grows from the experience, note-keeping, and training unavailable to the
individual soldier trying to make sense of his experience.

This difficulty of interpretation, of making sense of the pain of another,
comes to the fore in Mitchell’s extraordinary short story, “The Case of
George Dedlow’, originally published in 1866 in The Atlantic Monthly, a
non-medical journal, whose subtitle named it ‘a magazine of literature, art,
and politics’. In it, George Dedlow, a Union lieutenant, is repeatedly
wounded whilst fighting in the Civil War, and finds himself, by the end of
the story, in the Stump Hospital, having had all of his limbs amputated,
until he is no more than ‘a useless torso, more like some strange larval crea-
ture than anything of human shape’. Mitchell published the story anony-
mously, and its first-person account of Dedlow’s distress and pain caused a
huge response among its readership, who, despite its ludicrousness—
Dedlow gets in touch with his lost legs in a seance at the end of the
story, which, because they have been stored in alcohol, stagger around
drunkenly—believed it to be a true account. As D. G. Kline argues, the
story became ‘immensely popular. Many readers felt that it was fact ...
They sent mail to this fictional person, attempted to visit him at the hos-
pital, and even raised money for him and left it at the hospital’. Mitchell’s
intention was not to deceive, and, indeed, as he wrote after the republica-
tion of the text in 1900, he ‘certainly could never have conceived it pos-
sible that his humorous sketch ...., and especially its absurd ending,
would for a moment mislead anyone’. The comedy of Mitchell’s story got
lost somewhere in translation, and in a way that embodies the power of
pain, both to create stories and to shift between origin and hearer, a nation
traumatized by recent war failed to see the absurdity that Mitchell thought
was all too evident, but could only hear only the ‘sad language of pain’. As
Joanna Bourke astutely puts it, ‘Dedlow’s fate was unusual, but imagin-
able to readers still reeling from the carnage of the war’. This makes it all
too plain that pain cannot exist in a vacuum; that it is always subject to
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the imagination both of the self, who tries to make sense of an absolutely
strange sensation, and to others who find themselves in relation to it. In a
strange twist, Mitchell found himself incensed when, 30 years after the
end of the Civil War, he found that his careful record keeping and writing
up of his notes—the keystone of his professionalism and accuracy—was
doubted by ‘an English writer [who] declares that he has never seen cau-
salgia such as we saw it from 1861 to 1864, and therefore doubted the
validity of Mitchell’s claims. Mitchell responds by writing of ‘men worn
out with marching, soaked with malaria, and exhausted by exposure and
diarrhoea, [and subjects] of wounds from mini-balls’, and yet, as Mitchell
himself was apt to do, the English critic was willing to rely only on what
he had seen, rather than what had heard from another. As Richard Walter
points out, ‘in spite of the bolstering evidence ... the “burning pain” syn-
drome [causalgia] seemed too bizarre, too far removed from common
medical experience to be completely accepted’. The untrustworthiness of
the patient transferred itself to the doctor, as Mitchell’s own engagement
with pain came under suspicion.

Note

1. Woodward, Joseph Janvier. Outline of the Chief Camp Diseases of the
United States Armies as Observed During the Present War. A practical
Contribution to Military Medicine (Philadelphia: Lippincott, 1886), 326.

Lucy Bending is a Lecturer in English at the University of Reading. Her first
book, 7he Representation of Bodily Pain in Late Nineteenth-Century English
Culture, explores the way understandings of pain are shaped by their cultural
context. Her work has continued to engage with the ways in which writers try
to find language for elusive bodily experiences.
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An Essay on the Space Outside Pain
Where the Poem Takes Place

Jude Rosen

In the Beginning ... The Pain That Gave
Birth to Words

Acquiring a condition that wouldn’t go away, I acquired new words: sig-
moidoscopy, endoscopy, enteroclysis, new distinctions and nuances of
language: barium meal, barium enema, barium follow-through. The ear-
liest incident of my ‘disease career’ that I recall relates to my encounter
with a sigmoidoscopy, lying on my front, with my lower half uncovered.
A man came into the room whom I had never met, who did not address
me. He held out his pudgy pink fingers and the nurse stuffed them into
creamy plastic gloves like pork sausages into skins. He then delved into
my back passage with long silver instruments—Roald Dahl caricatures of
giant scissors and pincers on stilts—and left, and I never saw him again.
Not a word was exchanged with me. I was diagnosed, without any fol-
low-up consultation, with irritable bowel syndrome and sent to a
psychiatrist—a common treatment at the time for women who had
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Crohn’s disease but not men similarly misdiagnosed—that ensured I was
not treated for Crohn’s disease for another four years.
I wrote a ditty:

Dr. Dick, Dr. Dick
you silly old prick,
your brain is soft

and your skin is thick.

I hesitate to call it a poem as it imitated a nursery rhyme, written out
of revenge for the physical humiliation and denial of me as a sentient
being with feelings—and also of the reality of my illness and pain as a
woman.

The writing itself also embodies my subordination to the doctor in the
clinic, because it reproduces the infantile position in which he put me.
The reason why this incident was seminal for my writing on pain was
because I was belittled as though I were a child, and the ditty is the infan-
tile response of cat-calling, sexual insult, contempt for the intelligence of
the person—all the ways children in the playground hit back at their
elders and ‘betters’ when they feel put down and powerless.

The poems that followed were not driven by revenge, but by the will to
resist, refusing to be confined and defined solely by pain, by building alli-
ances with the world outside chronic pain, of countering its dominance
and power through connecting with others and—notionally at least—
with a wider public of readers.

Of course this was not a wholly conscious strategy, but one which
evolved. Nor was it explicitly political, as resistance in writing takes place,
first of all, in and through language—itself a social, cultural and cognitive
structure. It was at first a response to make sense of what had happened
to me, to get through, to survive. But a consciousness grew with the expe-
rience of pain and writing about it which had political implications and,
potentially at least, effects. By writing poetry out of pain, I wanted to
challenge the representation of pain in our culture as the outcome of
individual physical or psychic weakness or moral failure, and reframe the
understanding of pain through empathy. Such empathy, as I have experi-
enced it, affords the writer respite from suffering and transforms the
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relationship to the other—the reader—enabling the sufferer to come out
of silent isolation and connect to the wider culture. And while chronic
pain ravages the body and self, writing is an act of creation that leaves
something irrevocable behind which has a life of its own.

Pain, Memory and Empathy

In seeking to create a connection with readers, audience, public, the uni-
versal aspect of pain offers a common starting point. As Susan Sontag
points out

Everyone who is born holds dual citizenship in the kingdom of the well
and the kingdom of the sick. Although we all prefer to use only the good
passport, sooner or later each of us is obliged, at least for a spell, to identify
ourselves as citizens of that other place.!

Outside of the traumas of war and torture, we have all experienced pain
of some kind, through the trials of birth and the first few weeks of life,
childhood diseases, injuries, adult illnesses and accidents, psychic pain
and distress, whether or not these have been compounded by the very
unequal ordeals of poverty, social violence, the absence of effective health
and welfare services. Usually these experiences are not as severe, persistent
or corrosive as chronic pain, but they are a point of commonality and
connection across cultures and social divisions. Persistent pain is not
incommensurable, or beyond the comprehension of those who are free of
its ardent pursuit.

A starting point for fostering empathy is to rekindle their own mem-
ory of moments of physical and psychic pain to enable a connection with
the suffering of those who endure it chronically, for whom it is an integral
and inescapable part of everyday life. Also to invoke and critically draw
on the language of the culture through which pain has been framed, rep-
resented and understood. And further, to find metaphors which connect
to universal or widespread experiences which can be associated with the
demands and effects of chronic pain, even if the reader has not experi-
enced it her- or himself.
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However, this bridge to the reader encounters a number of obstacles—
apart from the limited reach and reception of the written word, especially
poetry.

In ‘Pain has an Element of Blank’, Emily Dickinson identifies the
totalitarian utterness of pain—beginning and ending the poem with the
word ‘Pain’, capital P: Pain—has an Element of Blank/It cannot recollect/
When it begun—or if there were/A time when it was not’.? The poem
repeatedly underlines pain’s relationship to time and memory as negative:
‘cannot’, ‘was not’, ‘It has no Future’; its lines are short and broken and at
the end of the poem the past is swallowed up between the ‘Infinite’ and
more of ever-recurring ‘New Periods — of Pain’. As in life, so in the poem,
pain has taken over everything and devoured time, leaving no contrast or
difference, no change or diminishing of its power.

This all-embracing character of chronic pain is not only overwhelming
for the sufferer but can also feel overwhelming and frightening for the
reader and breed aversion to dwelling on it. Even where the poem has
found the language, form and music that resonate with readers or audi-
ence, it will come up against resistance to confronting such pain. In the
spell when pain overpowers, it tends to induce forgetfulness, blanking
out personal memory as Emily Dickinson epitomised in another short
lyric: “There is a pain—so utter/It swallows substance up—/Then covers
the Abyss with Trance—/So Memory can step/Around—across—upon
it—.

A sense of wellbeing tends towards a blithe unawareness of the sensory,
neurological and physiological processes of the body, its demands and
limits: through youthful abandon—to drink, drugs, reckless sports, the
belief nothing can happen to you, mothers’ hazy recall of labour pains
and childbirth .... Even when tell-tale signs of illness or disease become
evident, often they are consciously overridden. This lack of awareness of
the corrosive effects of long-term pain hardens into institutional insensi-
tivity and indifference despite discrimination against the disabled being
officially outlawed. Chronic illness where there are persistent relapses or
long periods of absence, without cover available, is a grey area where the
chronically sick can be seen as a nuisance, incapable of doing the job or
as unreliable. Institutions driven primarily by utilitarian imperatives
mechanically apply the short-term expectations of recovery from
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temporary conditions to chronic illness, demanding, “When are you
returning to work?’

The same kind of question operates under the prevailing neo-liberal,
cost-cutting residual welfare regime. Official public discourse displays
punitive suspicion of sufferers of persistent disease and pain as work-shy
dependents. Welfare need has been recast according to the Victorian dis-
tinction between the deserving and undeserving poor, with cruel, even
lethal consequences for people with long-term illness or disablement as
the Ken Loach film 7, Daniel Blake painfully highlights. Between
December 2011 and February 2014, 2380 people died within two weeks
of being declared ‘fit for work’ and having their benefit entitlement
(Employment and Support Allowance) removed.*

So building empathy against the fear of being overwhelmed by pain
and the weight of necessary forgetting, with which most healthy people
unconsciously protect themselves, calls for the special persuasive power of
art—its capacity to surmount barriers and defences, override resistance,
think critically, see things from a different angle, satirise. In this way it
can transcend differences and reach shared emotions and acknowledge-
ment of common human frailties and capacities of resilience.

Writing can enable a point of contact with the other, whether reading
public or live audience, who do not experience chronic pain ... by mak-
ing a connection with the pain they have experienced and the language in
which pain is represented and framed in the culture which we collectively
inhabit.

In this, writing suffers far less from the numbing effect of visual media
exposé to horror and atrocity. In Regarding the Pain of Others, Sontag
highlights the difference in the Paris Match advertising slogan of 1949
between ‘the weight of words, the shock of photos® to underline the
immediacy of visual impact. But chronic pain cannot be conveyed by
shock, rather by gradual build-up, implacable persistence, draining
relentlessness, which photography as a medium is not well suited to con-
vey. Chronic pain works monotonously by repetition, cumulatively by
accretion; even when acute periods are replaced by stable periods, relapses
occur .... Like music, poetry deals in repetition and variations: in rhymes,
echoes, assonance, alliteration; chorus, refrain and forms such as the vil-
lanelle, pantoum and sestina—with patterns of repeating lines. By use of
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repetition, poetry can enact memory but in each repetition the setting
has changed and the momentum is different, so each memory recalling
the previous sound of a word, phrase or line is also different in the con-
text of the whole, the tone and meaning shift as the poem moves on. Yet
it is hard to find a body of work which has imaginatively addressed
chronic pain in poetry ... unlike the ubiquitous poems of doomed love
which explore the broken heart!

Transforming Pain Through Writing

Pain is a totalising subject that takes over the living self and turns it into
an object, a slave to its dictates, demeaning and often infantilising, reduc-
ing you to base physical functions and processes, so you lose language
and voice, the sense of your self and shape of your life.

Through writing, the self aspires to, and at least temporarily attains, a
place outside of pain to investigate it, so a reversal takes place in which
pain becomes the object and in the process, the author becomes the sub-
ject who defines it. To resist being subsumed by pain requires a space
outside of it, maybe only a crack from which to write:

Reflection®

Caught in the mirror in a casual glance

startled eyes against the bleached walls stare back
from the sylph face of a girl without substance.

I glimpse another being in her lack

of form and flesh and in her etherealness

in the shower room with a single shower head,
see the dead awakening. Then as I dress,

the autumn skirt falls off like slough I've shed.

I see myself slipping through a hairbreadth’s crack
into limbo, from where I wonder how

to reconstitute life’s tissue and come back,

but wondering transports me to here and now.
Though substance has vanished in thin air...
mind absorbs the matter and stops me going spare.
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In making pain an object to be explored imaginatively, represented and
communicated, the suffering self is transformed to some degree so that
the hold pain exerts is circumvented. The subject and object change in
the poem—from the alienated girl without substance, who is not at first
recognised, to the T" who catches sight of her in the mirror and holds
onto her even through the fears of disappearing and dying. By becoming
the subject, however tenuously, through self-reflexive thinking, the poem
enacts the failure of pain to close off the mind, stops it whittling away at
her substance and sanity.

In ‘Crohn heroine’ the distancing from the pain takes place through a
drug-induced hallucination in hospital which enables the sufferer to see
the damage of the disease—the rusted chassis of her body from the out-
side, up in the air looking down, and experience respite from pain as far
away, on the end of a telephone line, albeit still connected:

Crohn heroine’

The bed had a ramp, a ‘sit up and take notice of you’ bed with a plastic
undersheet to catch any slip ups. The sheets were creased, with brownish
streaks, dried blood—they weren't for changing. The bed leaked fluids it
didn’t have. In the middle of the night I sat bolt upright and naked
Are there mosquitoes here? 1 inquired. What do you think you're at the sea-
side? the nurse retorted.

The itching went on all night and then at six everyone

woke up when I conked out. My bed floated in the sea, the pain
was on the end of a telephone line I could hear faindy

in the distance. The bed blew up into a lilo that floated

into the Mediterranean—middle earth between

the ephemeral and the divine—and I dived under water
exploring corals and angel fish. Seaweed garlanded

my arms, tangling with the telephone wires—I wasn't completely
cut off... I floated out of my body looking down

from the sea clouds on the husk with its dented

metal casing and crumpled mesh. Sparklers were shooting out,
fizzing and spurting. I heard inchoate shouting far away.

After Give me high five, 1 rejoined the lilo that blew up

into an airship and I was tripping on the bed in an air bubble.
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At first it hit me as a vacuum—the sticky electricity stopped
crackling in my head and my blood tamed and then

I felt heat, real heat that claws black to ash, cools lava

to pumice stone, lolling froth and burning and I knew

there must be air though there was nothing to breathe

but hot froth, stained sheets with frothing magma surging up,
retching up from the earth’s bowels, where mud

settles, charcoal sediments. It left fossils in the mould

like crows’ feet in bark and whitened bone of empty sockets.

First in prose and then in a dreamlike sequence that mutates into long,
gushing lines, full of heightened sensations and hyperactivity of clashing
metals and minerals, tangled wires, crackling electricity, volcanic explo-
sion, the poem enacts the pain and violence of the disease itself—the
damage it wrought, laying waste the body and sucking the marrow out of
the narrator, reducing her to bone. Here the ‘heroine’ of the title plays
out ironically in more than one way.

The act of communicating pain through writing, or other art forms,
can be an act taking power back and away from pain, a triumph over its
omnipotence, by defining and understanding it; by the aesthetic satisfac-
tion of having created an imaginative work that is independent of its
ravages and even of the sufferer who gave birth to it; by the connection,
both cognitive and social, between the sufferer/artist and public. By
breaking the silence, the writer comes out of the isolation that pain
inflicts. This also entails redefining the self, not primarily by the chronic
pain suffered and illness endured and lived with, but by the acts of wit-
ness or resistance, the relationships built in spite of it and the work cre-
ated which lives in defiance of it.

While reclaiming subjectivity is an essential and powerful step to
recovering some control over your life, at the same time it does not neces-
sarily further the development of your writing, if being ‘a chronic pain
sufferer’ becomes the badge of artistic identity. It is a paradox that you
can only achieve art by diminishing ego, trying to curb or even dissolve
its obtruding shadow, as poetry rarely works well as a vehicle of confes-
sional ‘self-expression’ or obsessive spillage of secrets. The experience of
pain, as of any other subject matter, has to be transformed through the
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art form—in poetry through language, linguistic form and play—to set
it free. To be a poet who suffers from chronic pain means being free to
write any kind of poem on any subject, not being confined to a label of
‘poet of chronic pain’.

Pain and Intentionality

This relationship between pain and writing bears a particular resemblance
to Elaine Scarry’s theorisation of pain and imagination as being at oppo-
site ends of a continuum including all sensory perception.® Whereas the
imagination is on/y knowable through the external symbolic objects it
creates in the real world, pain is seen as at the opposite pole having no
material referents and objects outside itself, no feeling for anything other
than itself, no capacity for outward representation.

The senses operate close to the pole of the imagination in conveying
external objects (you see the picture through your eyes; feel the wind and
sun on your skin; hear music and different voices with your ears) but if
the sensations become too strong to the point of discomfort or harm, the
focus shifts from the objects sensed to the sensory process itself and to the
part of the body which is hurting. Arriving close to the pole of pain,
sensory overload or damage precludes taking in objects as consciousness
becomes focused on the internal sensory process itself.

One of the crucial insights of her work is that pain is an entirely inte-
rior experience without external referents or material form. Yet this does
not mean that pain is inexpressible in language, although it makes it
harder to communicate as it eats away at the means to make it known—
at the energy, capacity for thought and creative powers of the chronic
sufferer. Scarry’s theorisation is rather too emphatic and totalising,
because the intensity of pain is not constant, but can vary with periods of
lower intensity, be dulled or even relieved for periods of time, just as the
senses still operate to some degree conveying objects even when there is
some discomfort or pain from using them. Chronic pain is not usually
continuous—unbroken and uniform—but tends to be continual over
years, episodic and indeterminate, without it having an end, or the suf-
ferer knowing if or when it will end. Chronic pain sufferers have to find
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the physical and mental resources to write and the language, metaphors
and music ... and silence with which to tackle pain.

Scarry defines the imagination, in contrast to pain, as an intentional
object without an intentional state—that is creating imaginative objects—
artworks or new ideas—without self-reflexive awareness of the creative
process. Physical pain, on the contrary, is defined as an intentional state
without an intentional object—that is, as a deliberate process with aver-
sive intent which does not produce cognitive or creative objects. However,
such a definition of pain surely only applies to pain that is the outcome
of torture and war, where it is inflicted deliberately and is the whole point
of the exercise. Such pain has social actors: political warmongers who
hold state power, the military hierarchy, warlords, torturers—who have
intent to maim and kill to gain territory, resources, strategic advantage,
power—to silence opposition and terrorise local populations. Pain does
not harbour any intention, but those who inflict it as a means to realise
their ends use pain for a deliberate purpose.

Contemporary neuroscience attributes a positive function to ordi-
nary, everyday pain as a signalling system to the brain to change course,
avert danger or heal inflammation.” It shows this kind of pain to be a
reflex reaction from local, decentred nerve endings that transmit mes-
sages in a one-way passage to the lower cortex of the brain. In the limit-
ing case of chronic pain produced through illness or injury, the
neuropathic pathways laid down appear to continue beyond any pre-
ventive or protective function, so even in metaphorical terms, pain can-
not be attributed any ‘intention” or ‘purpose’. ‘Chronic pathological
pain’ as defined by Cernero is a ‘destructive curse’.!® Chronic pain exerts
a damaging power, capable of subjecting the individual, without prior
intent or deliberative capacity. However, understood—as an early warn-
ing system to the brain, mechanically registering conflicting forces in
the body, the scream of rupture of the integument of the body, perma-
nently sensitised and altered peripheral and central neurological path-
ways issuing from damaged or inflamed tissue, or as a complex
combination of these, even to the point of it being considered an emo-
tion—its effects are less controversial. It is destructive of subjectivity,
creativity and moral agency, tending to reduce the living self to bodily
functions and repellent sensations.
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Poetry and Intention

The imagination, according to Scarry, works by producing artistic objects
without consciousness of the imagination as a creative process. Often
visual artists articulate their work as spontaneous or intuitive—as though
art comes from nowhere. Yet if we acknowledge that intuition lies at the
root of all innovative endeavour—scientific as well as artistic—emerging
out of deep knowledge and critical thinking that fuses in the subcon-
scious, giving birth to new questions and insights, then we can under-
stand why the process appears blind to its practitioners—art seen as
magical, making something out of nothing. It may not be possible to
define how different elements fuse—that is, the chemistry of thought,
images or ideas, but you can identify a series of constituent elements that
come from the culture and experience of the artist, specific moments,
artistic traditions, long-term influences.

However, it is difficult to ‘write about pain’ intentionally because the
poem resists or subverts conscious intention, working from the individu-
al’s subconscious and from the language which inescapably embodies the
collective consciousness of a culture. The poem works associatively
through what the language and music and form connote, through the
cultural references and literary traditions it draws on, rather than just the
surface content of what is denoted. In poetry it may be a line that sud-
denly arrives, a thythm or an image suggested by an idea, but the writing
process does not stay there as the language takes over, and in redrafting,
a form or pattern of sounds and rhythms suggests itself, as though the
ideal form were already there in the cultural universe, waiting to be
found. In Keats’s idea of ‘negative capability’, the poet is not only recep-
tive to new experiences of people, places and situations (without primar-
ily judging, rather seeking to understand them) but also open to the
language—words, rhythms and patterns that lie in wait, discovering the
familiar and unknown through writing and rewriting. In other words,
being receptive to the possibilities of language which has its own ideas—
laws, forms and music.

The danger of intentionality in communicating pain is that any mes-
sage the poet wants to send in advance of writing the poem is affirming
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what is already known to the conscious mind and often more widely in
the culture, or it appeals to a specific group. It can be said in other words
and often has been—in newspaper article or political discourse. It is often
stale, clichéd or lazy thought which uses the art form as a vehicle to reaf-
firm the virtue, justness or truth of an idea or unity of the group, reiterat-
ing for an audience who, & priori, agrees with the writer. This understands
poetry as a form of identity politics, cheering for your own side, not as an
imaginative space in which to explore and discover something previously
unknown, unthought, unheard of in the language and a space also of
response and interpretation by readers.

Yet against the danger of using poetry as a vehicle for reafirming pre-
determined truths, it can be a valuable medium for exploring aspects of
pain which are suppressed because they are difficult to address, such as
the emotions of shame and self-disgust which sufferers have experienced.
The carrying over of negative attributes of chronic illness and pain to the
sufferers is codified in the language and culture which still influence
perceptions.

The Point of Pain'!

The master gatekeeper of the captive mind

executes both thought and generosity.

It is the body’s turbine and blades that grind,

the marker mapping out anatomy—

nerve fibres, spasmic sinews, joints, inchoate

aches that heighten consciousness of the whole

and qualities of character delineate:

visceral, livy-livered, gutless, galled.

Exact and exacting in its demands, it aims

at dominion over mind and flesh and organs

it skews and stops, countered with mere half moons—
to be endured, gone through, overcome.

Once pain’s rumbled, reduced to a rump, transcended
through fellow feeling, its empire’s ended.

This is in sonnet form—enclosing a little argument—influenced by
the metaphysical poet George Herbert’s sonnet, ‘Prayer’ which pins down



3 An Essay on the Space Outside Pain Where the Poem Takes Place 53

the diverse aspects of prayer by listing its unusual and complementary
attributes. My sonnet on pain tries to pin down pain in a series of mate-
rial metaphors, but then invokes the negative moral qualities attributed
to inner body parts in the language we have inherited from the ancient
Greeks. In Galen’s conception of the humours and the physiology in
which they were located, the body is the location of the self and of agency,
with different emotions—both virtues and vices—attached to the inter-
nal organs.'? ‘Humoral physiology’ became the centre of conflict between
the Church and Skeptics in early modern Europe, but both sides sought
definitive proof of the soul or human character in the innards of the
body. This tradition has left its traces in the language and culture, linking
processes of rotting and renewal to the inner organs—a model that
acupuncture shares with Shakespeare. The diseased insides were over-
loaded with moral connotations: the liver for cowardice, the gall bladder
for bitterness, the spleen for hot-blooded impetuousness and rage.
Weakness, vice and corruption have remained as powerful metaphors for
the ‘body politic’ and the connotations have clung to the sick individual
of ‘feeling rotten’.

Yet Ilium, the mythic ideal city in Homer, is named after the terminal
part of the small intestine. And in early modern Europe the bowels were
seen as the seat of compassion by both Skeptics and the Church. Cromwell
famously appealed to the Scottish Presbyterians when religious differ-
ences arose between them that undermined their previous alliance, to
reconsider their position and give up their arms: ‘I beseech you, in the
bowels of Christ, think it possible you may be mistaken.’"?

This more generous and accepting view of the bowels has not prevailed
over the overriding connotations of baseness and defilement. The poem
employs humour through euphemism and punning on rumbling and
rump to allude to the unspeakable. Such discretion seeks to make the
unbearable funny, and hence bearable.

Writing as a performative act enables not only mutual exploration by
the writer and reader but empathy of the writer for herself/himself and
for the public, by creating a space in which the difficult things—the
taboo, the contradictory, confusing and unspeakable—can be shared and
made lighter, if not made light of. The poem’s ending suggests that empa-
thy towards others is a way of breaking the domination of pain, connect-
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ing the sufferer’s pain to that of others, so bonds are formed across pain
barriers. Rather than writing as therapy—which considers pain essen-
tially as a private matter of the individual psyche, writing as an act of
empathy both to the self and to a notional public inherently involves a
relationship with others, both other sufferers and the wider world of
readers, audience, public culture.

Some poems show the mental process at work of moving on the skids
of language where writing acts as an escape route from pain into lan-
guage. The poet has to allow the process of writing itself to take the mind
for a walk on an unknown path which offers a respite from the everyday
reality of pain. I am totally hypnotised in suspended animation when I
write, not hearing the bell ring, or the telephone, losing a sense of time,
being diverted from eating, and ... from pain.

Pain’s Universe'

“God is the indwellling and not the transient cause of things.”
Ethics, Baruch Spinoza (1632-77)

Recalling an uninhabited place

that no vein or membrane, organ or limb

defines, or being a part of, can embrace,

pain spreads without a centre or a rim

like the nothingness that awes a child’s mind,
runs over the bounded universe of time

and all that is in it and beyond, unconfined

by the eye that cannot countenance or frame
what cause lies behind God or that there’s none.
But suppose Spinoza’s right and god is everywhere
in everyone, then however hard-pressing

pain cannot set us apart, for Baruch—the blessed—
shows another way of seeing, that in the sheer
boundlessness of space we are not alone.

This poem enacts a chain of thought—which subverts the isolating
effects of actual pain. Not consciously setting out to write about pain, the
cosmological metaphor ‘came to me’, as did the whole poem, bar the
epigraph, ready-formed with all the rhymes. Its landscape suggests an



3 An Essay on the Space Outside Pain Where the Poem Takes Place 55

immensity of scale—of pain without boundaries, linked to the child’s
disturbing experience of being transported away by thinking of infinity
.... The language is hieratic and informal in turn, going from philosophi-
cal speculation to a homely thought experiment to a consoling idea as the
mind unreels. Likewise it starts with the boundless power of pain as a
kind of parallel, monotheistic omnipotent God—beyond any local sen-
sory understanding, without discernible cause, almost beyond human
comprehension but through following a thought process arrives at a
pantheistic sense of the human spirit not as unknowable and external,
but personal and universal.

By creating imaginative objects that convey or represent pain, or its
effects, by giving it objective correlatives in the imaginative world, the
interiority of pain and the isolation of the chronic pain sufferer find
external expression that maybe even recast pain and so diminish its power
over the person. The poem transforms the originating impulse, but is not
reducible to the origin (sick person) or surface theme, (pain, cosmol-
ogy) or just individual experience (autobiography of being kept awake as
a child by wondering what was beyond the edge of the universe). Part of
the liberation of writing is that the poem transforms the intention of the
sufferer and may take her/him somewhere else. Language allows the
writer to travel and transcend so poet and reader/audience learn some-
thing surprising from a turn in the direction of a poem. The main pur-
pose of writing a poem is not to confirm what the poet already knows but
to discover something that s/he did not know—or even that s/he did not
know they knew that could not be put into any other words or form of
discourse. Why otherwise a poem on pain rather than a treatise or news-
paper article or the spoken word?

Metaphors of Pain

By creating imaginative objects that convey or represent pain and its
effects through art, finding objective correlatives in the real world, the
interiority of pain finds external expression. It is precisely because pain
has no immediate material referents in the real world and the science
remains hazy about the connections between pain signals and how the
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brain interprets and processes them where they appear without any pre-
ventive or protective function, that pain can only be represented through
metaphor—imagining objects which evoke through association its quali-
ties, attributes and effects.

Sontag in Illness as Metaphor writes a powerful critique of metaphors of
war and ‘fighting’ disease—particularly emblematic diseases such as can-
cer and AIDS—that stigmatise the sufferers along with the illness, as
responsible, through their reprehensible behaviour, for their condition.
She shows how these illnesses are used as metaphors for the body politic,
national character and foreign invaders, reinforcing a nationalist, milita-
rist narrative of the disease. By contrast, she suggests a healthy way of
being ill—at least with cancer—is to resist metaphoric thinking. In the
process of arguing for knowledge of cancer as an illness, stripped of meta-
phors of evil and malignancy, she comes close to arguing for scientific
knowledge and rationality without culture, for discussion of these ill-
nesses without cultural representations of them. Although she acknowl-
edges that metaphors are essential for thought, she seeks to be rid of
militarist ones. While the overall argument is persuasive against stereo-
typical racist, nationalist and bellicose representations of these diseases, it
is not conceivable to give up metaphors of conflict, struggle and defeat of
chronic illness and pain.

How can pain be imaginatively transformed by the sufferer without
conflictual metaphors? How can pain be reconceived without it being
seen as an enemy? There is no pain or illness without social contexts
within which it is treated, without living sufferers trying to hold on to
their bombarded subjectivity and the conflicting emotions which
severe and persistent illness and pain throw up; without cultural repre-
sentations of pain and illness in the way they are written about and
framed, including by scientists. Therefore, they are never scientific with-
out also being cultural constructs, and inevitably metaphoric. The ques-
tion is how precise, how truthful, how meaningful, how beneficial are
the metaphors? Where Sontag argues illness is real and not metaphori-
cal, and not a war this is not overly helpful. For years, my own disease
was not treated as ‘real’ and it came as a relief when finally it was diag-
nosed, given a name and some kind of treatment although without
much clarity over causes or cure. So I empathise with the desire to pin a
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disease down, ascertain its scientific status and treatment, even though
science is imagined as being neutral, rational and outside culture, and
illness as being located in the body without complicated feedback mech-
anisms from the body to the brain and emotions and the mind to the
body. But I cannot conceive metaphors of chronic illness and pain which
are benign or devoid of conflict. While Sontag makes a convincing case
against the use of metaphors of war on diseases for macho nationalistic
purposes, chronic illness and pain remain aversive and hostile to the
body and self.

So you cannot make friends with chronic pain. You can only passively
accept it or fight it, not with weapons of militarism in a war of attrition,
but more appropriately in ‘a war of position’, to borrow Gramsci’s term,
by winning support in all the instances of public mobilisation, commu-
nication and influence, winning support through persuasion, refusing
isolation and silence, to outwit and outmanoeuvre the enemy. This means
deploying different weapons in self-defence, rather than retaliatory vio-
lence, but it does mean real defence of the self through the imagination,
through building relationships with others to break the isolation, through
subversive challenge and contestation. The struggle with chronic illness
and pain is between life forces and energies which are in contest for con-
trol. Perhaps the most exact metaphor is that of resistance, first of all
refusing passive acceptance of a brutal regime and mobilising moral and
mental resources to take solidaristic action.

The metaphors in these poems on pain range widely: in ‘Crohn hero-
ine’ a sense of an interior enemy which has created a wasteland, a wreck
of a rusting body, violent explosions and devastation; in ‘Reflection’ an
echo of the Holocaust in fear of the showerhead and of disappearing
flesh, but counteracted by holding on to the mind, to memory, to the
present. In ‘Pain’s Universe’ the cosmological and geological metaphors
are subordinate to the enactment of the mind running away with itself to
outwit pain. The industrial machinery and energy production in “The
Point of Pain’ stand for how pain reproduces its dominance; the awful
offal embody both self-disgust and the moral taint in the language of
diseased or deficient internal organs. It also shifts to political metaphor,
but the explicit opposite of militarism, in its imagined defeat of empire
and end of domination through empathy and solidarity.
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Passage from Pain to the Political

The passage from pain to the political is a path from passive subordinate
to active subject, marked by the experience of chronic illness but not
consumed or defined by it alone. It entails redefining subjectivity, reclaim-
ing the self as a thinking being with moral and political agency, while at
the same time recognising interdependency and what is universal even in
the most specific, intimate and ineffable of experiences.

It is the premise of my poems that, through empathy, they can reach
the reader who has not experienced chronic pain. This entails decentering
the self, even if it begins with autobiography. The question is how does it
connect to others, how does it make it imaginable to those who have not
been through the same experience? That depends on the efficacy of the
metaphor and music, the emotional connection, the persuasiveness of the
thought. If it is authentic, can it also conjure up other kinds of pain or
violence legitimately without demeaning the scale and significance of
that greater historic suffering?

Toast

Wanting the bronze tinge of cinnamon
the porous surface letting in the butter
that slips through, seeps and moistens

I grab at the drying bread under the grill
and get baked hand with crisped
red-brown skin, lashings of screaming

a thick layer of Savlon cream

and the tight raw feeling of being ironed.
Dr. Marcus bribes me with a sweet

to tear the stuck gauze off and underneath:
the dried lands of Relleu'® and the Jordan valley.

In the poem the metaphor of a hand being burnt to a crisp and skin
being ironed are extended to the desiccation of land in Spain and the
Jordan Valley and maybe a hint of people being roasted alive in the
Middle East. As we operate within culture and language as a social,
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cognitive and imaginative construct, it is possible for the poem to work
beyond the bounds of essential origins, and resound with wider allusions
that the language carries, including those the reader brings to it.

The paradox remains that the poet needs to fight for her/his subjectiv-
ity against pain while at the same time diminishing ego so it does not get
in the way of the poem and its effective communication ... so it works as
art. I want recognition of my suffering and struggle, at the same time as
not being subsumed or defined by them. I need also to be part of some-
thing bigger than myself but at the same time that recognises my specific
voice, marked by that experience, that I carry the scars and pain with me.
There is no pure unsullied self and perhaps that is true of everyone ....
This poem addresses some of the ambivalence of living with chronic pain
and with wider forms of domination. It came out of a Communicating
Chronic Pain workshop which formed part of the fruitful exchange
between artists, neuroscientists and clinicians that the project made

possible:
If not for this'

The man introduced himself as an Alexander practitioner of the art of
aligning the body as perfectly as it once was before contorted with pain. Me
is me he said ... there is the me before pain, outside of pain, you know this. We
had to scrape around inside ourselves to find any point of contact with the
absurdist notion of choice ... even more with the idea we might exist in a
free republic outside the empire of pain, and anyway some of us were proud
to have learnt hypersensitivity from the brawl and squall of it. Who would
we be if not for this? Where would we be without the resilience of our scars,
our terrors, our reason?
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Act Like It Hurts: Questions of Role
and Authenticity in the Communication
of Chronic Pain

Sarah Goldingay

Playing Doctors and Patients

This chapter will use the lenses of performance and culture to explore the
significance of role and authenticity in the communication of chronic pain.
It sets out to better understand some challenges of this communication
process created by cultural archetypes and their associated tropes. The arche-
types it examines are the culturally naturalised' roles of Doctor and Patient.
It explores how the role of ‘indestructible’ Doctor provides a counterpoint
to that of the ‘fragile’ Patient. It examines how these roles become short-
hand, personae, for the people taking part in the human-to-human interac-
tions that form healthcare interventions. Noting Talcott Parsons’ problematic
identification of the so-called sick role,> and that these roles offer a useful
starting point to set out the social contracts* and normative behaviours that
characterise a Doctor—Patient interaction, their fixity and binary nature can
limit the development of the relationship over time. The perceived authen-
ticity of the Doctor—Patient relationship is central to healing.’
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As a Patient moves towards better health or finds a way of flourishing
with their chronic condition, they are no longer ‘fragile’. If they are no
longer fragile, then how does the role of Doctor shift in response? In an
exploration of the Aristotelian idea of flourishing, Hope May observes,
“happiness” denotes an emotional state that comes and goes, flourishing
denotes something deeper, more permanent: Think: awakening, enlight-
enment or self-actualization’ * We might also say that health is a state that
comes and goes. If a person is to flourish, empowered to self-actualise,
regardless of their state of health, then the fixed role of the fragile patient
cannot serve them for very long.” Yet, this role of fragility is culturally
dominant. Through the encounters of their everyday lives, this is the cul-
tural trope people—who find themselves in the role of Patient—are
invited to identify with and play against. In a conversation, Pete Moore,
inspiring public speaker and developer of the popular online resource 7he
Pain Toolkit,® underlined the imaginative potency of the role of the fragile
patient. As someone living with chronic pain for several years, he pointed
out that even with all his experience and understanding of how to live
well with a chronic condition, when faced with a new illness he immedi-
ately shifted out of the driving seat of his life. Pete explained that he had
let the physicians take over not only the driving but also the route plan-
ning and even identifying the destination of his healing journey. Only
when he reminded himself that he spends on average three hours a year
with healthcare professionals and the rest of the time he was necessarily
drawing on his own resources did he get back behind the steering wheel.”
Pete advocates a process of awakening people with chronic pain from
their role of fragile patient to become self-actualised through self-
management. He, in a very real sense, becomes a role model. As the chap-
ter unfolds, we will return to this idea and examine what this new
understanding of flourishing with chronic pain might be and how that
possibility throws light on how these roles operate within broader cul-
tural tropes. First, I want to turn our attention from the role of Patient to
the role of Doctor.

Doctors also find their life experience does not always align with their
understanding of their given role of ‘indestructible’ Doctor. Despite the
traits of authority, competence and congruence that dominate cultural
descriptions, Doctors, in reality, are not indestructible; they too are
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patients; they too question their knowledge, and they too are frustrated
by their inability to cure. As one rheumatologist I interviewed explained,
feelings of unease and uncertainty often characterised his experience of
treating patients. He felt untrained for this emotional response:

In our business, we Doctors don’t pay attention to what an encounter
makes us feel. We sit in an analytical frame of mind, trying to figure out
what the diagnosis might be, which drug to give, etc., while the patient
weeps quietly in the other corner of the room. We may worry about what
they are feeling, but we never stop to consider what we are feeling
ourselves.'?

In our conversation, this Doctor described an incongruence in his under-
standing: when he was meeting with people with osteoarthritis and
chronic pain, he had a set of expectations. Often these were implicit,
based on what dominant culture led him to expect; sometimes they were
burnished by his training. Yet, repeatedly, his expectations were over-
turned by his experiences. He built his understanding of his role of
Doctor, in the given context of a consultation, on the expectation that
cure would inevitably follow the correct process—analysis, diagnosis,
prescription. However, this, in his experience, was not enough. In the
years leading up to his retirement, without being able to offer a cure, he
increasingly relied on care. Care for his patients, and for himself. He
noted that the dominant culture of medicine does not allow for self-
reflection and flourishing for Doctors; this is rejected, pejoratively, as a
matter of ‘navel gazing’.!" Yet, the Doctor also needs to flourish, to move
beyond the fixity of a role to enable awakening, enlightenment or self-
actualization.”” This sense of self-worth, of self-care, matters, both in
terms of avoiding so-called burn-out and ensuring practitioner
retention.

Under scrutiny, neither the role of Doctor nor Patient is fixed. They are
placeholders in evolving social contracts. These contracts are enacted
within social encounters—stories and tropes. These narrative constructs
offer good ways to think about how these archetypal roles shift over time
and within context. This chapter will examine how those experiencing
chronic pain and those setting out to understand and care for another
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with chronic pain might share the same stories but not share experiences
or meanings in the interpretation of those stories. I will examine why,
despite this common beginning, chronic pain is hard to describe and, in
its reception and interpretation, even harder to understand. I will also
consider the converse of this culture-creates-experience cycle by examin-
ing not only the ways in which stories undermine the authenticity of a
patient’s claims of illness and pain but also the ways that wider societal
structures are responding to the rise in chronic conditions. In its theoreti-
cal underpinnings, the chapter is interdisciplinary. It draws on three key
areas. From medicine, it uses neuro-regulatory theory and the placebo
response to think about the impact meaning-making and context has on
wellbeing. From psychology, it draws on studies centred on validation
and invalidation to examine how the way that we interpret interactions
impacts on our health, and from theatre, drama and performance studies,
I use scholarship concerned with communication and reception theories
and the relationship of cultural formation to somatic experiences.

Acute Stories in a Chronic World

Stories not only describe a Doctor—Patient interaction but also a much
larger context. Cultural tropes overlap to frame the healthcare consulta-
tion with the wider concepts of health, wellbeing and the healthcare sys-
tem. The dominant narratives about healthcare presented by popular
culture are increasingly redundant in the face of rising chronic condi-
tions, especially in the communication of chronic pain. Stories of acute
conditions dominate. For example, the BBC television show Casualty has
been running in a prime-time slot for more than 30 years. Each week it
has millions of viewers. The drama is set in an acute hospital where
somatic damage, trauma caused by events like a road traffic accident, is
successfully treated. Each week patients are restored to their previous
state of health, often receive some sort of psychological healing or recon-
ciliation, and leave not only bodily cured but also made whole emotion-
ally and spiritually. Patients, who only appear in one show to enable the
episodic format, leave cured, never to return. To sustain interest, charac-
ters who continue throughout the series, the healthcare professionals, are
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flawed in some way. These flaws are not, in dramaturgical terms, fatal
flaws. These are ones the audience can imagine in themselves through a
cathartic engagement, mirroring their own flaws. Resolving the charac-
ters’ flaws offers a different kind of slow-burning drama; the structure of
the dramatic arc needs character development to sustain audience engage-
ment. However, while we may see these characters have ongoing chal-
lenges in their love lives or relationships with their colleagues, there is
never any questioning of their ability to act with unfailing integrity and
unquestionable knowledge in relationship to their patients. The reason I
offer this example is that to be successful any dramatic form needs con-
flict; it needs it change and needs it a resolution. Acute medicine too
follows this form. Therefore, the stories told about medicine in popular
culture are typically acute. There is trauma, followed by treatment and
cure. Moreover, as these fictional stories bleed into our real lives, these
dominant tropes sustain nostalgia for a once experienced, healthier past
and a romanticised golden age of healthcare. They not only make the
stories we tell ourselves, but they are already made of the stories we have
told ourselves. They shape our expectations about our own recovery from
illness; we expect to have acute conditions and swift, permanent cures
delivered by an indestructible Doctor. In reality, however, chronic condi-
tions now dominate.’” Many people cannot be cured of common long-
term conditions and their associated chronic pain.

Healthcare is heterogeneous, but we tend to use binary oppositions to
frame it: ‘Is a person “well” or “ill”? Are they a doctor or a patient, for
example?” One such binary is acute versus chronic medicine. Although
this offers a useful shorthand, in actuality there is a continuum. At its
extreme ends are two different models: the acute interventional one, and
the chronic care model. Epitomised by emergency room medicine, criti-
cal care, resuscitation and surgery, the acute interventional type forms the
dramatic storylines for a television show like Casualty: It is about making
quick decisions about how to save life or limb. The healthcare revolution
and its success has been predicated on an acute model of healthcare deliv-
ery and the biomedical model of disease—the concept that reductionist
science can find the causes of diseases, and hence ways of curing them.
The limitations of a theory based on cellular and molecular science, and
on one way of knowing, have been acknowledged by many critics of
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modern medicine'* and will not be pursued further here. While it domi-
nates culturally and in practice, acute medicine is only part of the story.
The chronic care model is different. It is about helping people with
chronic health problems who do not require any immediate intervention,
but who are explicitly looking for appropriate advice and perhaps, more
importantly, for understanding from others. However, ill people do not
always sit at these extremes, and indeed a single case may move its posi-
tion over time, and a person may have both acute and chronic conditions
simultaneously. Unfortunately, Western healthcare infrastructures do not
explicitly recognise these differences or these overlaps. Similarly, health-
care professionals interact with patients without distinguishing clearly
enough between these two polar extremes—or understanding the impor-
tance of the relations between them. Later in the chapter, I will use my
experience of teaching in a medical school and feedback gained from the
students I was teaching to think about how they, with a little encourage-
ment, can recognise the need to distinguish between modes of medicine
for themselves despite the limitations of their syllabus. Encouragingly,
they are already able to reflect on the dynamic nature of their role in a
system that is changing. There are few aspects of culture that tell this
chronic story. And yet we live in stories; they help us understand our
experience of the world. Therefore, different stories need to be told to
help people with chronic pain understand themselves and the significant
change they are encountering in their lives.

Performance and Medicine

When I encounter people from other disciplines, they most often ask me
how theatre can help us better understand wellbeing and healing. I usu-
ally say that I look through the ‘lens of performance’ to find a new under-
standing about how context effects wellbeing. However, this is far from
simple. In medicine, the term ‘performance’ most often makes reference
to an outcome that is measured against an established scale, whereas for
performance studies it is chameleon-like’: It might be analysis of a new
piece of theatre about chronic pain'®

culture shapes—and is shaped by—the way we think about being old and

or a better understanding of how
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getting older as a society.”” It is not always about exploring something
that is explicitly a performance’. Its methods and modes are also used
beyond theatre buildings to examine everyday life ‘as if” it is a perfor-
mance.'® A performance-led approach is longitudinal, contextual and
systemic: performance is a network of things made meaningful—the lens
of performance is a means of describing, analysing and reflecting on
human interactions that set out to create change in a context that shifts
over time.

The anthropological ‘turn’ in performance studies, which developed
out of the work of researcher-practitioners such as Schechner and Turner,"
has thrown light on the way in which all kinds of societies, from the tribal
to the urban-industrial, use performance to effect change in the real world.
Combined with a semiotics of theatre and everyday life,” it demonstrates
how the performances of, for example, the church or the courtroom can
be analysed in terms of costumes, scripts, sets, rituals and narrative struc-
tures.”! Medical practice, also, can be analysed in these terms. The theatre
in which a surgeon performs is analogous to that in which an actor per-
forms. Elsewhere the Doctor, carrying props and wearing costumes that
signify purity, knowledge and power (the stethoscope and white coat, or
more typically now a computer and scrubs), asks questions that follow a
pre-existing script shaped by the medical profession’s well-established sys-
tem of ‘taking a patient history’. The mise-en-scéne is often a consulting
room where both Doctor and Patient play roles that are societally pre-
scribed. In this space with special healing significance, they take part in
shared rituals, set apart in space and time. These rituals also extend into
the patient’s everyday life through stage directions for a new ritual to be
embodied three times daily through ingestion or application.

The insight that medical practice can be seen as a kind of everyday
performance will be of interest in itself to some people. Certainly, it is the
sort of provocation that is useful in teaching undergraduates on perfor-
mance studies programmes to think more broadly about what we under-
stand by the concept of ‘performance’. However, then the question arises,
‘So what?” What implications, if any, can be drawn from such an insight?
More specifically, are there any implications that might have value for the
practice of medicine? To set up the framework for this discussion, I will
start with some theatre history and a now legendary event.
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The Imaginary Invalid

We are in Paris, at the theatre in the late afternoon of February 17th,
1673. Notable French playwright and actor, Moli¢re is on stage. He is
playing the part of the hypochondriac, Argan, in his celebrated play Le
Malade Imaginaire [The Imaginary Invalid]. The play is also known, in
other translations, as 7he Hypochondriac. In setting out to understand the
role of both Patient and Doctor, the idea of the hypochondriac matters.
We may be considering a play written almost 400 years ago, but it still
has cultural currency today. Not only has it been translated into several
languages, but also it continues to be regularly performed, audiences still
buy tickets to see it, and it is still included as a key text in educational
syllabi. While any claims for universality are not borne out in the detail
of individual interpretation, the wide-spread appeal and sustained success
of this play that suggests an ongoing engagement with its themes because
they speak to a shared experience of what it is to be human. 7he Imaginary
Invalid is a three-act comédie-ballet with dance sequences and musical
interludes. The comedy of Moliere’s play can only work because this is a
deep-seated cultural trope shared by the audience, writer and actors. The
hypochondriac, as an archetype, is a cluster of cultural narratives and
norms that have coalesced to become a stock character, one to be repeated
across times and cultures, and importantly for us, become naturalised.
These are ideas that are accepted and are so commonplace as to be beyond
question. These archetypes, like those of the hypochondriac, are seldom
problematised in our everyday life; they are a convenient shorthand that
helps us understand the world.

As intelligent individuals, when we are invited to reconsider these nat-
uralised ideas directly we do problematise them, challenge them and
reconsider them. However, this invitation is not common and any person
setting out to communicate their experience of chronic pain is always
playing against this shorthand. If we consider the Doctor—Patient inter-
action as if it is a performance—longitudinal, contextual and systemic: a
network of things made meaningful—then what is the patient setting out
to do in their part of this interaction? At the moment when the Doctor
asks how they can help, first, the Patient always needs to demonstrate, on
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some level, that they are not a hypochondriac, that their pain is real,
unpredictable and persistent. Second, the person with pain needs to
problematise the archetype of the hypochondriac for the individual they
are speaking with; regardless of how aware and sensitive the Doctor, they
too are culturally constructed and doubting the authenticity of the pre-
senting pain is part of their role. Third and simultaneously, the Patient
also needs to problematise the role of hypochondria for themselves—still,
the notion persists that it is ‘all in the mind’, non-material, and despite
pain’s somatic manifestation is, therefore, inauthentic and fraudulent.
Fourth, in the moment of trying to understand their experience of persis-
tent pain while interpreting their own encounter in a context of acute
cure and trying to second-guess and interpret the Doctor’s response, the
Patient is simultaneously setting out to communicate an experience that
is very real to them but often beyond words. This experience is usually
beyond understanding and typically beyond the credulity given by a text-
book pathology.”* Fifth, this communication is not only taking place in
the moment of face-to-face dialogue but is also informed by the past. It
is a coalescence of a number of interpretations of selves and roles and
experiences and understandings that do not, necessarily, agree within the
Patient’s current sense of self. Sixth, this complexity is compounded when
we note that the person they are speaking with is also tumbling through
their own interpretative process: the Doctor is encountering the chronic
in an acute trope that is explicitly expressed in both the healthcare envi-
ronment and the wider dominant culture. Both Doctor and Patient are
setting out to engage with the imagination and understanding of the
other in a context-dependant encounter. As they shift together, over time,
they attempt to communicate and interpret an experience of a past-tense
body that was free of pain and a present-tense body in pain. Pain is noto-
riously difficult to understand, and we set out to understand it in a domi-
nant cultural trope that does not fully allow for the idea of the chronic.
No wonder then that communication around chronic pain is difficult. To
examine the complexity of the Doctor—Patient exchange further, let us
return to Moliere’s performance of a hypochondriac because his creation
and performance of 7he Imaginary Invalid is not as straightforward as
simply the playing of an archetype to make an audience laugh.



70 S. Goldingay

The ‘Real’ Actor

In the late afternoon of a Paris winter, we continue to watch Moliere’s
fourth performance of 7he Imaginary Invalid, and we have seen his char-
acter of Argan test the patience and credulity of his family, staff and doc-
tors who are treating his nebulous malady, and its shifting symptoms. As
we observe, something extraordinary begins to happen. Moliere, the
actor, begins to cough. He has been coughing for weeks and suffering
from poor health for some time. An actor, who despite failing health,
insisted earlier that day he must continue to work. Famously he states
that many mouths rely on his work; we might now see why this is such
an important idea for Moliere’s biographers because it is a clear expres-
sion of the popular trope told about theatrical performers, ‘the show must
go on’. Similar stories are also told about the admirable qualities of the
‘indestructible’ Doctors. This event is his fourth and final performance of
Argan; Moliere dies soon after this performance ends. The actor is not
then the hypochondriac; he is the hero, the martyr perhaps. Paradoxically,
he is playing a character, a hypochondriac, who is feigning poor physical
health. At this moment, we can begin to see how multiple roles and expe-
riences can occupy the same space simultaneously. Reality and make-
believe are not an easy binary that offer a clean taxonomy of how the
world works, but rather porous categories of understanding and experi-
ence. In his performance, Moliere as actor and character is both authentic
and inauthentic, well and ill. In this multi-phrenic state,* he offers a
means for us to reconsider the binary of the Doctor—Patient relationship.
In their embodiment of both or either role, people can express both
potentials. Even though the Patient’s pain is real, they have no means to
demonstrate it materially. Moreover, while the Doctor believes their
patient, they have no ways to describe it pathologically.

Cultural approaches that draw on stereotypical assumptions about
health and illness, symptom and cure do not account for the complexity
of chronic pain, where experiences are far from linear, often opaque and
notoriously difficult to communicate. The implications of that shift from
acute to chronic medicine and associated conditions demand new kinds
of cultural understanding of, and assumptions about, pain. Yet, in terms
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of cultural representation, there is a time lag: we have not caught up yet.
That ‘we’ includes not just the general public and popular culture but
medical practitioners too. In 1951 Talcott Parsons developed the term
sick role to describe a pattern of behaviour—a cultural role—adopted by
someone who is sick. By later extension, this came to describe someone
who does not have a ‘real’ illness but has chosen to perform a ‘role’ in
order to exempt themselves from the responsibilities of everyday life.
They are then ‘acting sick’ and consequently should be understood as
hypochondriacs, malingerers and frauds: thus the social stereotype and
theatrical stock character—the hypochondriac—becomes mobilised as a
diagnostic category.

Things have moved on in medical practice since 1951; a more nuanced
and empathetic approach is in evidence. Even so, for the patient, the
experience of chronic pain is often hard to articulate, and for the physi-
cian, it is hard to understand. In the philosophy of medicine, this is called
‘the problem of the other mind’. This approach recognises we cannot
know what someone else is experiencing and this makes a diagnosis and
treatment difficult. It assumes no two experiences of pain are the same;
the patient can complain of pain without having any and can have pain
without complaining. In this complex converse perception, the genuinely
sick person pretends that their complaint is unimportant, or less severe,
to perform the role of martyr, hero or heroine. Whether heroine or hypo-
chondriac or more likely somewhere in between, the onus of responsibil-
ity falls to the Patient to convince the Doctor of the truth of their
experience. They need to find a way of convincing the Doctor of their
own authenticity, to demonstrate they are not acting. Which makes the
point is that we need to move beyond the simple binary opposition of
‘genuinely sick’ versus ‘malingerer’.

Performance studies can help here. Theatrical performance has always
raised questions about authenticity and inauthenticity. Undergraduates
are invited to think about everyday life ‘as if” it is a performance. Before
turning the methods and modes of performance analysis to the outside
world, they typically begin by learning about more straightforward
theatrical analysis. These are approaches that turn around textual analy-
sis, a close reading of the script; semiotics to help them analyse the mate-
riality of the setting; the mode or genre of the performance, the tradition
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that it best fits; and a poststructural analytical frame, such as postcolo-
nialism or feminism. However, in the liveness of the performance, when
the script is enacted by bodies moving in real space and time for an audi-
ence who are interpreting their encounter individually and collectively,
analysis becomes challenging. We ask them to explain how in the audito-
rium, a space of artifice, filled with someone saying prewritten words who
is pretending to be someone else can change an audience member’s
understanding of the world. We might ask, how can make-believe make
belief? How can the inauthentic bring about authentic change? In theatre
analysis, provisionality, interpretation and subjectivity are central; there
are no absolutes but rather a set of continuums. On such a continuum,
the binary oppositions of authentic and inauthentic become unhelpful.
They are instead markers of interpretation. So, what about what happens
in the consulting room? How can something as transitory and provi-
sional as long-term pain be expressed in a way that is readily understood
by a system of pathology? How can the Patient who has little material
evidence of their persistent, life-changing pain convince the Doctor of
the authenticity of their experience when it does not fit the dominant
narrative of acute medicine? We need to offer different tropes that con-
tain more fluid roles.

In the next section, recognising the important work being done around
“The Hidden Curriculum’,” T use some teaching I did with medical stu-
dents to explore how current cultural narratives within medical educa-
tion set up the pursuit of a particular understanding of the role of the
authentic Doctor. I throw light on how current medical students are
being taught apparently innate communication skills such as empathy
and conclude by considering the importance of an empathetic capacity in
light of new research around the placebo response.

Performing Both Patient and Doctor

The use of traditional theatre forms to help medical students think about
the need for flexible modes of communication offers a helpful starting
point to consider how the tropes of acute medicine and medical training
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shape the experience of people with chronic pain. In collaboration with a
colleague from the medical school, I gave an interactive, performative lec-
ture to the whole of the first year (7 = 130). We provided an opening con-
text thatscaffolded onto students’ pre-existing knowledges and expectations.
We highlighted their experiences as patients and their existing capacity as
human beings to have successtul human-to-human interactions. We then
gave them a short script representing a medical consultation.

PATIENT: 've been feeling under the weather.
DOCTOR: I'm sorry to hear that.

Two volunteers enacted the script for the whole group. As facilitators, we
then took a step back and invited students to intervene and reshape the
interaction. We used techniques drawn from Augusto Boal’s method of
Forum Theatre which grew from a desire to address socio-political
inequality. Forum Theatre has a clear form and rules of engagement:
actors perform a short scripted play, the subject matter of which is of
immediate relevance to the audience.

Typically the plot involves a protagonist experiencing some [...] social
oppression or obstacle which s/he is unable to overcome. After this first
showing of the play [there is a] short discussion with the audience about
the issues facing the protagonist. The play is then played over again, but
with an important difference: during this second performance, whenever
an audience member feels the protagonist might usefully have tried a dif-
ferent strategy, s/he can stop the action, take the protagonist’s place, and try
out his or her idea. The other actors, who are playing the oppressors, will
improvise their reactions to this new strategy, trying to maintain the
oppression and attempting to bring events to their original ending. Any
number of interventions can be made. Sometimes a new strategy will
succeed, sometimes it will fail, or be judged unrealistic by the rest of the
audience, but in either case the improvisations attempt to deal realistically
with them. Forum Theatre demonstrates the number of alternative possi-
bilities, in which strategies for responding to and changing that situation
are explored, rehearsed and enacted. A successful Forum Theatre event
offers an audience a sense of agency, community and empowerment.?®
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The key ideas, then, to distil from that description of Forum Theatre are
its repetition, that it has no official end point, there is no one way of
doing it, it is democratic, it values the participant’s pre-existing life expe-
rience and it is empowering.

The students then spent an hour working through different possibili-
ties as pairs, small groups and a whole cohort. The words remained the
same—they followed the same script, but most other things changed:
they tested out architectural configurations—moving desks and chairs;
interior design—closing blinds and doors, using screens to hide and
reveal images; they tried different emotions—the way they said the words,
what their bodies showed; they shifted tone—playing hurried versus
capacious consultations; they explored timing—how long they took
before making eye contact, the distance and therefore the walking time
from the door to the desk; they eventually tried silence—seen as particu-
larly difficult; they tested different proxemics of the relationship—from
sitting on each other’s laps to sitting at either end of the lecture theatre.
This was a systemic, not reductionist approach. They understood how all
of these elements combined and shifted over time and context: inside the
permission of the performance form they were able to see the consulta-
tion as a network of things made meaningful. Through the process, they
were able to refine the performed consultation that they saw their peers
act out in an effort to improve the quality of communication in the
Doctor—Patient interaction. However, more importantly, as they took
turns to be both Doctor and Patient under the direction of their peers,
they felt emotions in response to the encounter. They identified and bur-
nished their own pre-existing experiences of empathy and built a portfo-
lio of experiences for future encounters.

In a focus group held the following week, the consensus was that this
valuing of their pre-existing empathetic skills was ‘surprisingly
empowering . The role of Doctor is a privileged social figure. Its authority
carries weight in our cultural narratives, not needing to be further
‘empowered’; this also includes the medical student. They do not appear
to be very representative of ‘the oppressed’ for whom Freire, and then
Boal, first developed their politicised theatrical practices.”” However,
their experience of education and medical training offers limited oppor-
tunity flourish, especially if we return to May’s earlier definition of flour-
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ishing as an awakening, enlightenment or self-actualization. Power
structures and oppression operate in multiple ways. As first noted in the
Boys in White' ,*® medical education is about enculturation into passive
acceptance of the existing model of healthcare. Therefore, medical educa-
tion is, in no small part, about integrating the next generation into the
logic of the present system. It is about learning to embody and enact the
role of Doctor, rather than about the practice of personal freedom. It is,
therefore, oppressive rather than liberating, about controlling and modi-
fying pre-existing behaviour.

In our work with the students, knowledge-as-experience came up
against knowledge as validated by a hierarchical authority. When speak-
ing about her experience, one student reflected:

It made me rethink my professional practice work [and...] made me want
to get up and change the real consultations that I've been observing. [...]
You had us work things out for ourselves. You didnt tell us if something
was good or bad.”

What is for performance specialists a simple Forum Theatre structure,
used as a political device in some settings, a rehearsal technique for oth-
ers, opened up new and complex perceptions for medical students. This
experience was not about taking a patient history or diagnosis, but rather
about the consultation process itself, about the reflexive capacity of the
Doctor to be self-empowered. It also raised questions about the ways
that, within a resolutely hierarchical knowledge framework, apparently,
innate capacities such as empathy can be taught or controlled.*

Another student described a tension she identified after the session
between different types of knowledge as experience and the value of its
source. When describing the way that empathy is taught in medical
school, she noted:

They (the approved words...) are not yours. They make you sound robotic.
They should be a way into a structure, not a fixed script.®!

In medical training, empathy has value. Without that value, it would not be
included in the packed curriculum of the Medical School. However, for it to
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meet the logic of the system, it must be measurable, repeatable. Consequently,
it is reduced to a checklist and approved phrases. The production of a script
gives empathy authenticity. However, in the live performance of the Doctor—
Patient consultation, it becomes inauthentic—it is not sufficiently respon-
sive to a context-dependent encounter that shifts over time. Without
claiming that empathy is universally present, the inherent social skills a stu-
dent arrives at their training with is overturned by the authority of the sys-
tem they are entering. In this way, their pre-existing, cultural understanding
of the role of Doctor is overturned by the role as defined by medical train-
ing. This hierarchical inversion does not aid flourishing.

This student’s personal experience is symptomatic of a broader and
more deeply rooted problem—the trope which both Doctors and Patients
find themselves in runs counter to their embodied experience of how to
communicate well, with care and empathy. The role they are trying to
perform is often one they are not well qualified to play, nor appropriate
for the encounter they find themselves in; it is inauthentic.

Authentically Empathetic?

There has been much research on the importance of compassion and
empathy in healthcare encounters.”” Much of the neurobiology of empa-
thy is concerned with mirror neurons (the system that facilitates imita-
tion of the gestures of others).” Physician empathy has been defined as
the understanding of the patient as well as verbal and nonverbal com-
munications that result in changes in patient behaviour®; this definition
views empathy as the creation of a relationship that facilitates appropriate
use of treatments. The creation of a good relationship can go beyond
facilitating the use of treatments to enable whole person healing. Empathy
goes further still. At the heart of it is the physician’s capacity to be ‘pres-
ent’ with their patient.” In terms of medical training and patient care,
Carl Rogers’ theory about the importance of clinical behaviour remains
important.®® He suggested that to be an effective clinician was to be genu-
ine, display positive regard, show unconditional regard and be empathic.
A four-level framework describes therapeutic ‘presence’ as presence, par-
tial presence, full presence, and transcendental presence.”” From a
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common-sense perspective, this is unsurprising: Our life experience
repeatedly demonstrates that some people help us feel better, others do
not. As we have already seen, empathy training has been introduced into
some medical schools; however, in this context the human interaction of
the consultation is often reduced to a script. As a result, the words spoken
are no longer ‘genuine’ because they are not the clinician’s own and do
not arise from the current consultation. In some way their life experience,
what they know to be authentic, is not present with them in the
encounter.

An empathic encounter invites both Doctor and Patient to draw on
the well-honed social skills they already have to shape the bio-medical
trope they are in. However, the structure of the dominant trope, with its
sustained drive towards reproducibility, short timeframes and litigious
protectionism does not allow for the full range of that human expertise to
be valued or expressed. In this way, neither Doctor nor Patient can flour-
ish, as they are not empowered to self-actualise. Each is focused on find-
ing the inauthentic in the other’s story and enactment of their role; yet
without a sense of authenticity no matter how empathetic the other is
intending to be, it cannot be interpreted as such. In an inauthentic
encounter, one cannot feel safe.

The way that we interpret context affects our health, healing and flour-
ishing. This can be for better and for worse. For people with chronic pain,
the healthcare encounter is often negative. They feel invalidated, unheard,
a waste of space. As one woman explained to me:

It was the third time I'd been to see my GP and I felt bad going again but
I had to do something. I couldn’t work. I'm a cleaner and I knew that the
people I went to work for would find other people to clean for them. [...]
My pain was all over. I couldn’t say where. I couldn’t say what made it
worse, or even better. [...] He [her GP] ended up shouting at me. I know
he wasn't angry with me; I could tell he was more angry with himself. But
it knocked me back. It wasn’t until I found David [her new GP] that I felt
someone had really listened.?®

The stories that we live in shape the way we interpret our healthcare
encounter; in turn, this has an impact on our wellbeing. The contextual
interpretation of practitioner—patient interaction is the focal point of all
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medical transactions, and the way that we make meaning from our
encounter in that context is central to our flourishing. Again, from a
common-sense perspective these finding are logical. The sense of being
validated or understood has been shown to affect symptoms such as
pain.’’ In the acute model, time is typically a snapshot; a consultation, a
test, an injection. But the effectiveness of a treatment is shaped longitu-
dinally by other contexts such as expectations, narratives, the patients’
home or work. A typical prescription of a drug is not just about a phar-
maceutical, but about a ritual that the patient enacts three times daily
until the course of drugs is complete. It is about if their sister reported
side effects or success. If they have just been made redundant or are
embarking on a new love affair. The patient’s interaction with the context
for the treatment is characterised by a process of interpretation: a process
by which they make their experiences meaningful. As both time and con-
text shift, so does the patient’s response. What is clear is that both the
Patient and the Doctor need to feel ‘safe’ during any healthcare interac-
tion, and as far as is possible, have any anxiety alleviated. Both their expe-
riences and understandings of the world need to be validated. This is true
of the consultation itself and the wider context of their experience.
Context effects are interdependent and, in the case of chronic conditions,
experienced over extended time periods and change, therefore to reduce
the consultation to isolated elements removed from time and context, is
unhelpful. Moreover, when the dominant cultural narrative emphasises
the success of the acute model of medicine with its presumed cure, then
both are invalidated in their understanding of the world and their roles
within it.
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Articulating Pain: Writing
the Autoimmune Self

Alice Andrews

Articulations

It huris. Theres kernel of certainty there. It hurts. How to articulate this?
Inflammation they say. Swelling they see. Joint disease they diagnose. Pain they
presume. I feel a heavy grind, I feel my joints working hard, inefficiently, bro-
ken. Friction burns, a resistance that radiates, shrill, smooth and certain. A
whiiiine.

‘Speaking frightens me because, by never saying enough, I always say
too much.’! Speaking frightens me and so I begin (again) with the words
of another. A quotation of an other, another quotation, where speech
becomes constrained, enclosed, within a process of writing that says too
little (‘who is speaking? And, why should I care?’). It is to this act of writ-
ing as a constriction, as an anguish—through the narrowing of the angus-
tia—that this chapter attends. A certain anguish is, I would suggest,
constitutive to the act of writing as it marks the inability to communicate
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any experience, to put it into words, to have it understood and responded
to. And yet, in addition to the failure of communication, one must attend
too to the paradoxical excess of communication that resides within nar-
ratives of pain. As words are written, as letters cross the page; as ‘scare
quotes’ signal the scary arrival and departure of others, so that a philoso-
pher’s ghost appears through the numeral, an aside to the footnote and all
that explodes there in the margins; as the one who says ‘T proliferates as
she writes, complains, analyses and argues, ventriloquising all the others
that write (with) her pain, be they material, cultural, political or social,
human or non-human actors.

This chapter argues that through articulating the paradoxical open clo-
sure of the self, particularly through attention to the autobiographical self
in pain, one might begin to mark a potential to articulate individualised
suffering differently. By beginning from a mode of writing that speaks
directly of this experience as a personal experience to which the individ-
ual cannot but attend, 1 will suggest that any response to the questions of
collective suffering that call for political action needs to attend to the
complexities of individualised suffering and attendant self-immunisations
through self-care.

The chapter therefore attempts to model a practice of writing the self
as a strategy of ‘self-care’ that is able to locate in the individual a plurivoc-
ity of narratives, where the personal, political and theoretical cross to
produce different ‘worlds’ which interconnect in risky and painful ways.
Systems theory and Derridean deconstruction perform two alternative
ways of thinking of these ‘worlds™ as ‘open closure,” while affect theory
touches material bodies, attending to the manner in which feeling is pub-
lic but also intensely intimate. For, of course, the concern with articula-
tion and writing here is not merely a concern with words alone and a
purely discursive present. To ‘articulate’ is, after all, etymologically con-
nected to the anatomy of joints and limbs: to join, or hinge, bridging a
divide between one limb and another, neither one nor the other, inside
nor out.” Open and closed, joined and separated, the joint marks a site of
movement which is necessary for anything to be communicated at all.
Both a metaphor and not, these joints translate across limits, marking
and inscribing limits between material, psychic, and social worlds. And
this movement of the joint can readily become painful.
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Bony erosions spreading to joint cartilage. They said they can see it on the
x-ray—rbut I can see nothing. Bone has been grating on bone, 1 felt it do that,
1 told them so—they made a mark on a scale, a score out of ten. A particular
organisation of atoms, (mis)communications between chemicals and cells,
material traces translated via electromagnetic radiation, sensations becoming
words, all articulate here as symptoms, and are translated into a diagnosis.

Autoimmunity

The diagnosis in this instance was of autoimmune inflammatory arthritis.
The word ‘autoimmune’ articulating here, alongside the inflamed joints,
the linking of a complexity of associations across biomedical, political
and philosophical realms. In the movement of the join(t)s between spe-
cific autoimmune bodies, one can diagnose, I will suggest, the troubling
maintenance of a generalised pain which has become chronic and
systemic.

Autoimmune disease refers to a seemingly ‘self-inflicted” physiological
illness where a body’s immune system—which supposedly protects an
organism from harm—turns on and against its own constitutive ele-
ments, suicidally destroying itself through the very act of defending itself.
Autoimmunity names then a paradox at the heart of the modern concep-
tion of the bodily self, where ‘self” is seen as distinct from an environment
conceived as hostile, a self which is obliged to defend itself from such
hostility or ‘otherness’ in order to maintain its self-same ipseity.? Self and
other, friend and foe, defence and attack are confused in the manifesta-
tion of autoimmune disease. And the experience is a painful one.

For one who inherits the legacy of the bioscientific language of immu-
nity, which translates from the juridico-political (immunity-as-exemption)
to the militaristic (immunity-as-defence)*; for one assured since childhood
that threats to bodily integrity are a passing unpleasantness, a temporary
hiccup in a life defined by capacity; for one who has come to expect, in
respect to the experience of pain, the comfort of a mother or some other;
for one assured that the headache will pass on the ingestion of a white pill
or two: for this one the diagnosis of autoimmunity and chronic illness is
traumatic. A trauma in the expected narrative as calls to ‘get well soon!,
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soon cease to be heard. A certain future interrupts the expected present, an
elderly decrepitude before one’s time; disability and insecurity interrupt
the promise of the good life in the moment of an autoimmune crisis.

Repetitive attacks on my joints inscribe my body, wearing down the liga-
ments, cartilage and bone, in the interval the bone re-grows, locking the joints
in place, fusing the gap that allows for movement. Paralysing and petrifying,
a certain future is ossified.

But worse. The urgency of the pain demands a response. I decide to take the
immunosuppressant drugs to suppress my over-active immune response, sup-
pressing the bodily self’s presumed Self,” opening my body, again, to the threat
of the ‘other,” to the hybrid body of the monoclonal human/mouse antibody;
to the threat of infections; to the Side-effects’ of the medical-industrial com-
plex. Repeating and confirming the autoimmunity of the immunitary act.

But worse. Within the logic of autoimmunity there is a crisis of the
very concept of self itself marked. The very idea of the autos—and thus
the autonomy and automaticity that it presumes—comes under attack so
that the agency that ‘decides’ is seen to always already be marked by the
other—by the legacy and authority of bioscience and its masters’ assump-
tions, by one’s healthcare system, one’s autobiography, or the engineered
chimeric mouse/human monoclonal antibody that gets under one’s skin.
A self always already other, and an ‘T" always already divided, discernable
there in the gap between the ‘one’ who writes and the ‘one” who is writ-
ten, ‘one’ always already incapable of deciding autonomously and power-
fully for oneself, always already marked violently, painfully, by that which
‘one’ is not.

But worse, autoimmune reactions proliferate: worse, perhaps, as the
solipsistic mourning for this modern Western presumption of an autono-
mous ‘one” obscures the other ones that never knew the comfort of an
enveloping care, a medical system, or the assistance of a white pill or
two—the ones marked here in the shadow of the (auto)immune ‘autos’ as
‘other.” Ones whose wearing out through the overworking of one’s joints
comes not as a shock; the ‘ones’ ‘over there’ whose symptoms do not
translate as diagnoses; the ones whose worn bodies expect nothing differ-
ent; the ones in the cage, the non-human animals who’s pain fails to
communicate ... one inscribing one another and suffering under the
strain of the articulation.
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In the writing of autoimmune disease autoimmune reactions proliferate
and an insecurity is grasped, a motor that drives fear and (auto)
immunization.

But better? As the logic of the autos and of immunity translates back
from the world of bioscience to that of the juridico-political and the
philosophical, can autoimmunity be seen to mark not only a terrifying
disease but also a deconstructive promise that might threaten the security
of normative narratives of self?

Autoimmunities

Jacques Derrida’s appropriation of the bioscientific metaphor of autoim-
munity confers on the term a deconstructive force. The term appears
with increasing frequency in his late work, where he names biomedical
autoimmunity as ‘that strange behaviour where a living being, in a quasi-
suicidal fashion, “itself” works to destroy its own protection, to immun-
ise itself against its “own” immunity”; it works, Derrida claims, by
‘protecting itself against its self-protection by destroying its own immune
system.® ‘This seemingly inaccurate (though, perhaps, ‘strategic’) defini-
tion, names autoimmunity as attacking not any tissue in the body, but
precisely the body’s immune system and its ability to defend itself. Thus
this definition names the self-opening of a ‘body’ to whatever or whoever
may come.’

Finding in all immunitary actions an autoimmunitary reaction every
effort to defend ‘the self” in Derrida’s thinking, forces the inclusion of the
other in an autoimmunitary move that maintains through (auto)infec-
tion. A strange logic then appears where the ‘other’ in relation to ‘self’
maintains self—is self in that it functions with and for the self—even as
it reveals the fiction of any stable sense of what ‘self” might be.® What this
autoimmunity produces then is a ‘suicide’ of the sui-, or the autos itself,
and that this opening to ‘whatever comes’ is marked as a promise of a
survival—figured as survivance as more life, or more than life—a survival
of the ‘self” through and with the ‘other.” Suffering the inscription of the
other might, therefore, be figured as the suffering of a certain violent
appearance of the other, but one that could mark creative, even joyful,
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difference. Autoimmunity, after all, marks another iteration of decon-
struction itself, supplementing the line of neologisms that Derrida
employs: différance, the trace, the double-bind, the pharmakon, the apo-
ria, and so on.

And yet, in Rogues, Derrida figures autoimmunity not as joyful or dis-
comforting, but as painful, even tortuous in the endless revolutions
between self-protection (isolation and paralysis) and self-destruction
(threat to self-cohesion); Derrida suggests that any ‘automobilic and
autonomic turn or, rather, return to self, toward the self and upon the
self” is a turn upon a torturer’s wheel.'"’ This automatic re-turn to the
power of one ‘tortures’ in an inquisition ‘where one is not only put iz
question but is put #o the question.”’! A torturing of the self, by the self
that is also a tortuous interrogation by another. Therefore, for Derrida,
there appears to be pain and terror on both sides of the autoimmunitary
moment. In fact, in the rendition of the deconstructive trace as autoim-
munity, deconstruction is nearly always qualified with adjectives such as
‘terrifying,’ ‘terrible, and ‘cruel.”** Why this focus on terror in the auto-
immunitary lexicon?

Though again better. Again the wheel turns: ‘for better or worse,” ‘in
sickness and in health.” The ‘law of a terrifying and suicidal autoimmu-
nity, " like the marriage vow, is a contract written in law and maintained
in life; it is a mixing of elements, and a joining of worlds. Autoimmune
linkages perform for better or worse—for better and worse; in sickness
and in health. And yet the law of autoimmunity, like marriage, risks
maintaining normative systems, systems of care and systems of suffering,
where some more or less than others become (in)visible under the eyes of
its law.

Alarm Bells: Acute Pain

The pain flares. Flare up’: a term used to describe a sudden and unexpected
exacerbation of symptoms. The rumbling inflammation suddenly bursts into
flame, bright, urgent, calling for a response. Waking with a pain so violent it
makes me tremble: Danger! Phone for an emergency consultation, a new
script for the corticosteroids, the Stress hormone,” fear in a bottle readying one

for flight or fight.
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But it difficult to fight when you can’t get out of bed. Adapt: I need help
to the bathroom; the babys crying; could you, would you mind...? Lets talk
about a system of care: “In sickness and in health?” “No personal indepen-
dence plan?” “Have you tried...2”

Acute pain is often described as an alarm bell, a warning that the body
is in danger: react, move away from the object now perceived as threat
and identified as ‘bad.’** As a communication that instigates an immune
response, pain helps to protect an organism from harm. Like the immune
system, pain helps a body-as-organism learn appropriate behaviour in
relation to one’s environment in order to ensure self-maintenance.

Autopoiesis

The painful paradoxes of autoimmunity can be re-articulated within the
language of second-order systems theory and its concept of autopoiesis."®
Such a re-articulation speaks to the manner in which acute pain’s ‘alarm
signal’ can come to maintain a system of individualised suffering though
population-wide chronic pain.

Like autoimmunity, autopoiesis is a term developed in the biosciences,
translating the Greek words auros—and thus the senses of autonomy and
automaticity that attend it—and poeisis as the act of making. Against
autoimmunity as a deconstructive term and a signifier of a certain self-
destruction, we have then autopoiesis as self-creation, and yet in their
unfolding these signifying terms become a/most indistinguishable.

For Humberto Maturana and Francisco Varela—the first to hypothe-
sise autopoiesis in the biosciences—a living system is established upon
the distinction between inside and outside, or rather, system and envi-
ronment.'® An autopoietic system is a system that can maintain, produce
and creatively re-produce itself. But it is able to do so only because such a
system is founded on a fundamental paradox. An autopoietic system is
necessarily both open and closed az the same time. The system—and here
we could be speaking of any living system, from a cell to an organ to an
organism—remains operationally closed in regard to its organised
function, but structurally open to its environment. The result is that in
terms of its function an autopoietic system can know only itself; it does
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what it does, repeating and maintaining its own processes self-referen-
tially. Self is self is self for the autopoietic system, anything which lies
outside will always remain radically absent to it. However, this tautology
forces the system to remain ‘structurally coupled’ to its environment,
entering into any manner of prosthetic relations as it seeks to maintain
itself.

Autoimmunity, like the trace, différance, pharmakon, etc. marks within
every attempt to maintain, protect, or persist, a spatial and a temporal defer-
ral of pure presence. Autoimmunity, like différance is, in Michael Naas
words, “a deferring of the relationship to the other (whence its immunity [as
closure]) and a referral or deference to the other (whence its autoimmunity [as
openness]). ™ Derrida confirms that “[t]his opening is certainly that which
liberates time and genesis (even coincides with them), but it is also that which
risks enclosing becoming by giving it a form. That which risks stifling force
under form.”® Genesis and liberty are closed by an opening that gives it form.
This is the condition of possibility of any system according to Derrida. Yet, the
stifling of life as poiesis under a certain form does not determine this system,
which remains open temporally as well as spatially to a certain excess.

Environmental changes ‘outside’ an autopoietic system are noticed by
that system operationally only if it perturbs its ability to operate. Known
as positive feedback, these perturbations mark in Cary Wolfe’s words a
‘difference that makes a difference.’’” Perturbations then act as an ‘alarm
bell’ that signals a threat to cohesion and forces the system to complicate
its structure and modulate its states in an effort to maintain its operation,
resulting in a creative evolution of ever more complex systems. A system
has no determinate destination, only a tendency to homeostasis, repro-
ducing the code of its organisation, a code that is nonetheless altered on
the way under specific historical and material conditions in a creative,
adaptive evolution.

Take the immune system, for example.?® Traditionally conceived, the
immune system is housed in a particular organism or ‘structure’ in order
to defend it from the infiltration of the ‘other’ that may threaten its cohe-
sion. However, from a systems theoretical perspective the immune system
‘knows’ only itself; it is operationally closed. In also being open to the
environment, however, the system is open to the other. Yet, any ‘other’
that comes ‘within’ and which does not perturb the systemic operation is
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not reacted to—its status as either other or self becomes undecidable. If
the alarm bell is rung, the immune system will react. The bioscientist
Polly Matzinger proposes, following a similar logic, a ‘danger model’ of
the immune system, where the immune system is seen to respond not to
‘foreignness’ but to local events that signal ‘danger’; it is the quantitative
disturbance within the organism that causes a reaction.”’

So too for Derrida. A system knows only itself: “every other is wholly
other™* even while it bears the trace of the other. And yet, a difference is
marked. For Derrida, the distinction between positive feedback as a differ-
ence that makes a difference and negative feedback as a difference that main-
tains the same operation, is less clearly defined. A perturbation that maintains
a system and is therefore not ‘noticed’ by it (the food we eat, the non-threatening
bacteria), and the perturbation that rings the alarm bell necessitating that an
adaptation or compensation be made, both appear to fundamentally disturb,
as, for Derrida, every perturbation’ in some sense marks a certain violence:

As soon as there is the One, there is murder, wounding, traumatism. LUn se
garde de lautre. 7he One guards against/keeps some of the other. It protects
itself from the other, but, in the movement of this jealous violence, it comprises
in itself, thus guarding it, the self-otherness or self-difference (the difference
[from within oneself) which makes it One. The “One differing, deferring from
itself.” The One as the Other. At once, at the same time, but in a time that is
out of joint, the One forgets to remember itself to itself, it keeps and erases the
archive of injustice that it is. Of this violence that it does. LUn se fait
violence.?

The ‘violence’ that Derrida speaks of here is clearly disturbing, it is
‘murder, wounding, traumatism, and it is not a particular ‘other’ that
disturbs, but ‘otherness.” This other is necessarily violent. A suffering of
the other by the one. In part this violence could be seen as the violence of
material inscriptions as systems force differences on one another, but, for
Derrida, it is also the violence of the foundational paradox, or aporia,
which unravels logic and the inherited western system that produces and
maintainsametaphysics of presence, orwhat Derrida callslogocentricism.*
A logocentricism which is productive of the assumptions of power and
autonomy of self in modern immunology that render autoimmune pain
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so traumatising for its individualised subjects. However, what systems
theory indicates—employing a very similar reasoning—is that this con-
tradiction, this violence against reason, is just as likely to maintain a sys-
tem as it is to deconstruct it, in fact one might insist that it is more likely
to do so.

In Social Systems* Niklas Luhmann extends the scope of Maturana and
Varela’s biological autopoiesis to a general field of enquiry that includes
psychic and social systems.”® For Luhmann, the paradox of self-
referentiality, and the resulting undecidability between self and other as
the foundation of any system is, as it is for Derrida, read as a threat to the
unity and closure of the system. However, Luhmann characterises such
contradictions not as points from which to begin deconstructing the sys-
tem, but as the ‘alarm bell’ of the social system’s immune system, which
provokes the social system to maintain itself through a structural cou-
pling to other autopoietic systems.

Within a system one is confined within the tautology of self-
referentiality. However, stepping outside the system provides a site from
which one is able to make observations and therefore view a system as
being structurally coupled to other autopoietic unities where the distinc-
tion between self and other can be reorganised and maintained.”” So that,
in Maturana and Varela’s words, ‘we can see a unity in different domains
depending on the distinctions we make.””® It is from the position of the
observer ‘outside’ of these domains that these unities and differences are
correlated and from where one is able to narrate the co-implication of a
system’s processes to maintain a ‘knowledge’ of that system’s functions.

The act of writing the self puts one outside oneself; rendering discernable a
self as a bounded being (a body as an organism, a consciousness) and its open-
ness to the prosthetic other, a prosthetic I “who is the subject of this utterance,
ever alien to the subject of its statement whose intruder it certainly is [...].">

A social system employing meaning as communication, or a psychic
system employing meaning as consciousness can observe and maintain
the inter-dependence and distinction of self and other in any one system,
making them signify in the operation of ever more complex social systems.
At each stage of observation however, a new founding distinction is made
between system and environment and an increasingly complex environ-
ment is coupled to the operation of the observation and izs autopoietic
closure which remains constitutively ‘blind’ to its other.
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1 feel the arthritic joints that limit my mobility as my autoimmune bodys
self-referentiality impacts my physiological, not to mention my social, life. It
is from this position of this T’ that can say ‘'my’ that a system of meaning is
produced to give me form. Meaning production allows for the coupling of this
psychic system to the communications of the medical system that enables me to
say “I have autoimmune inflammatory arthritis.” It is the coupling of this
medical system to the political economy of neoliberal ‘care’ and austerity mea-
sures’ of the UK in 2016, that determines which bodies are treated and which
are not. It is the coupling of this medical system, and this psychic system, with
the contingencies of history and its immunological metaphors that risks turn-
ing injuries into a war between ‘them and us.” But within this increasingly
complex set of embedded systems it remains that each system remains constitu-
tively “blind’ to that which it is not, and that which it cannot see (coming).

The paradox of alterity cannot be dispelled; it is merely shifted and
must reappear in the new autopoietic social system that protects it. It is,
therefore, the constant requirement of psychic and social systems to shift
and render harmless the contradictions that threaten their continued sur-
vival, responding to the ‘alarm signal’ of painful perturbations. As Gunter
Teubner suggests in his comparative analysis of Derrida and Luhmann:

Paradoxes not only threaten the structures of social systems [...], against
which they must defend, separate and protect themselves; more impor-
tantly, paradoxes provoke [systems] into the relentless production of new
rules and routines. The actual deconstructive obsession is not with defen-
sive, conservative systems maintaining their original structures but with
their insatiable impulse for the invention of new differences. The birth of
autopoiesis from the spirit of deconstruction?*

Derrida insists: every difference makes a difference, there is distur-
bance—or ‘pain’—in every possible mark, and this pain deconstructs
every unity. Systems theory insists: violence can be tolerated, and where
it cannot the system will adapt or die. Both insist: this is a description of
what happens and not a prescription.’" Deconstruction or reconstruc-
tion? For both the decision is undecidable. And yet the decision is made.
Yet, in a social and political environment where the powerful ‘system’ of
logocentricism has been inherited, where narratives that fear pain and
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invest in the search for pleasure are reproduced and circulated, the chance
inherent in both systems theory and deconstruction’s openness to the
event appear as frozen promises, and deconstruction’s paradoxes facilitate
the reconstruction of powerful political norms. This is a ‘reconstruction’
that maintains pain not as a perpetual violence that makes a difference,
but as chronic pain not only managed but also maintained and produced
as a necessary component of the functioning of a socio-political system of
(neo)liberal governance. How might an individualised self-enmeshed
within these intersecting worlds, worn out, pained and incapacitated in
multiple ways, ever begin to write these narratives differently?

Alarm Bells: Chronic Pain

The genetic marker HLA-B27 writes letters in my blood. From father to
daughter a genetic legacy is passed, yet its message is received differently. There
was no effective treatment before the arrival of the bioengineered antibodies
and so for the father: chronic pain, isolating and boring, insistent and dull,
the alarm bell rings in silence, a tinnitus that makes one deaf to others. Slowly
the articulation of his joints failed, a frozen chance determined by the articu-
lations of genetic, medical, social, political limits, all locked within an
increasingly rigid socio-political encoding of pain as disability, as suffering
and insufferable, isolating and petrifying.

Despite the essential indeterminacy of all systems in their creative
autopoietic adaptation, a certain effect of sovereign power appears as the
‘reason of the strongest’ wins out,** and, as Joseph Vogl suggests, despite
the proliferation of difference within the prosthetic articulations of the
‘human’ and ‘posthuman,’ a particular form of ‘man’ as homo economicus
has succeeded to maintain himself in multiple fields,” and despite the
abundance of novel formulations, a particular form of liberal governance
persists through its intimate coupling with multiple systems, including
the social, political, medical and cultural.

Vogl suggests that homo economicus has endured since the end of the
Middle Ages because he is concerned not with determining truth or fal-
sity, the just or the unjust, but only with maintaining profit and loss
through adaptability and readiness to reform. Thus
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[homo economicus) can be understood as a medium that produces economic
as well as social systems. When we speak of a ‘poetics of homo economicus’,
we mean to investigate this human type from the perspective of his fabrica-
tion, his poiesis; to grasp him as both a subject and object of cultural
practices.**

This poiesis of the human form that produces economic as well as social
systems would be auzopoietic in Luhmann’s account,” a form as an oper-
ation that functions through a self-affirmation—or self-interest—but
which necessitates interaction with others in what systems theory would
call a structural coupling. For homo economicus, simple self-interest that
directs the individual ‘towards pleasure and away from pain’ (that is, away
from risky perturbation and towards a creative homeostasis) leads that
individual to manage risk through calculation, insurance, and interest,
sustaining in the process more complex systems of economic and social
support structures—sustaining, that is, productivity and economic value
within a free market. As a complex autopoietic system the individual
remains necessarily oblivious to the complexity of his environment. This
individual maintains himself by turning what Vogl calls a ‘blind eye’ to
the complex inscriptions of the ‘other’ in an effort to envisage his desire:
a promise of the good life free from pain.

Turning away from pain, turning towards pleasure, with each turn of
the screw, tortuous autoimmunity marks itself again for this liberal indi-
vidual. The promise of pleasure is cruel; it arrives only in the form of pain
and is maintained by cultural and personal narratives that articulate the
individual. Since the nineteenth century and the machinations of indus-
try—if not before—the desire for pleasure and the individual’s relation to
future abundance, as what Lauren Berlant figures as the ‘good life,” comes
to be sustained only through the cruelty of wear and tear, fatigue and
exhaustion of the present.*® Work harder today for greater rewards tomor-
row—a promise as a salve that marks an autoimmune suffering. As the
creative adaptability of the liberal system wins out and as liberalism
becomes neoliberalism, the operation of the free market and its laws are
no longer a subsystem of society alongside those of politics, law, art, and
so on. but izs operation is extended over them. From the perspective of the
overarching neoliberal system then, Vogl suggests, homo economicus
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becomes both an abstraction, de-individualised as an example or a statis-
tic, and an individualised resource as her everyday life, hopes, dreams—
and aches and pains—are mined for their future economic value; while
the autopoietic individual in crisis within this injurious system remains
‘blind’ to this complexity.’’

As Lauren Berlant insists, the particular ‘crises’ produced by the labour-
ing body under neoliberal capitalism are crises in name only. The ‘obesity
crisis’ or ‘chronic pain crisis’ does not perform as a crisis, for if a crisis
marks a decisive point, a moment of danger and risk that necessitates a
decision, then the ‘ordinary crisis’ of failing bodies provokes no decision,
and no moment of danger that perturbs the system that produces it*®
Such ‘events’ or ‘crises” are narrated as crises in the media and scientific
literature, Berlant suggests, without performing as crises.’” The rhetoric of
‘crisis’ belies the fact that such sufferings are structural and ubiquitous:
the suffering experienced and the language used to communicate this in
the terminology of systems theory, produces differences and, perturbed
by this violence, the system adapts—as liberal capitalism is so ready to do.
But there is no difference marked here that makes a difference to the opera-
tion of the system that maintains this suffering. Nothing here threatens to
imperil the sovereign system which therefore does not—or cannot—
respond responsibly to the suffering it facilitates.

Such systems adapt to the painful perturbations of its operation by
incorporating pain and suffering into the profitability of the system as
chronic pain. Chronic pain here then, I would suggest, is a pain that not
only persists but which is also maintained beyond its usefulness as an
alarm and a signal for action. In chronic pain the alarm continues to ring,
deafening one to the possibility of a different present or future not neces-
sarily structured by the cruel optimisms of a promised cure.

HLA B27 inscribes itself differently as an acute and insistent pain comes
to refer this ‘oné’ to advances in the pharmaceutical industry. Inflammation
and erosions signal less a certain disability, and more a symptom that maps a
treatment plan: a drug regime, a diet, pain management techniques and stress
reduction strategies. ‘Have you tried the new biosimilars?” ‘Did you hear
about the new bioelectronics?” ‘Have you tried massage? Mindfulness? Yoga?
...” Pain managed in this way comes to refer less to disability than to what
Jaspir Puar calls ‘debility as a certain weakness.*® A rendition of pain that



5 Articulating Pain: Writing the Autoimmune Self 97

weakens but which—=by entering into an economy of care of the medical and
wellbeing’ industries, deeply invested in the discourses of cure and the logic of
maintenance—does not render one unfit for work.

The medical-industrial complex’s investment in curing disability and
healing suffering invests in the assumption that pain is to be avoided at
all costs; this makes it difficult, as Alyson Patsavas argues, to code pain as
anything other than tragic—so overvaluing the promise of a cure.”!
However, the medical-industrial complex’s investment in curing disabil-
ity functions in tandem with pressures to work longer hours which main-
tains pain and the demand for its cure. And further, as Jaspir Puar has
forcefully argued, the binary of disabled/nondisabled can be decon-
structed; it becomes less a case of distinguishing between who is disabled
and who is not—but through what Puar calls the ‘accommodation of
degrees—to what degree is one disabled, and what might the appropriate
treatment be?*? Perhaps a glass of wine at the end of a hard day? Or a daily
drug regime, as bodies and populations enter into the interacting auto-
poietic systems of the medical-industrial complex, health insurance, or
state benefits. Each pain, and each response providing a feedback loop
that maintains the profitability of debility, as population-wide chronic
pain.

Testimony

Last night at school I walked across the street to the parking garage and climbed
six floors to the top. [ walked to the edge and stood on the railing thinking about
how I would rather not live than be in pain all my life. I dont know how long
I stood there, but in the moment I fully rationalized dying. Death is full of
happiness, exemption from this suffering.®®

This, Alyson Patsavas’ powerful personal account of her reaction to a
diagnosis of chronic pain is taken from her pain journals and quoted in
her article ‘Recovering a Cripistemology of Pain.” This quotation offers
an account of the traumatic effects of a diagnosis of chronic pain that has
been culturally determined as insufferable. Patsavas tactically employs her
pain and her trauma in what she terms a ‘cripistemology’ which combines
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knowledge produced through a specific autobiographical standpoint and
a process of ‘cripping’ which ‘spins mainstream representations or prac-
tices to reveal able-bodied assumptions.’** This strategy of writing the self
in relation to complex systems attempts to mark a difference that makes
a difference within the autopoietic self-maintenance of the culture indus-
tries, industries which maintain themselves through the flexible reproduc-
tion of narratives of inclusion, care and cure, which comes to directly
affect systemic forms of suffering.> We could think here, for example, of
the 2016 film Me Before You® which presents chronic pain as insufferable,
or the advertisements in the UK labelling Paralympians as ‘superhuman’
reducing them to a mere cultural memes for the inspiration of the able-
bodied to work harder to achieve their ‘good lives, or the repeated
accounts of chronic pain sufferers as drug addicts in the TV show House
M.D. contributing to prescription laws that drastically limit access to
pain relief.”

Patsavas’ testimony seeks in part to challenge such normative narra-
tives by bearing witness to a personal suffering through an act of writing
that is able to observe the paradoxes of the individualised body and see
these as coupled to broader socio-cultural ableist logic in order to begin
to deconstruct both, but it also provides a platform for marginalised
identities to render their embodied existences readable across social
divides. Pain narratives provide a powerful means for collectivising mar-
ginalised identities, for as Sara Ahmed suggests, despite pain’s essential
incommunicability pain provokes translation and communication, and
comes to be constantly evoked in public discourse as that which ‘demands
a collective as well as individual response.™

Patasvas’ response attempts to recover collective responsibility from
within the structural limitations of the individual. However, often, as
Lauren Berlant warns, the use of personal pain in public discourse
becomes problematic. In the movement from the personal to the collective
there is a risk of collective over-identification with pain so that one risks
becoming passive to the experience as a marker of one’s identity, turning
a ‘blind eye’ to the complex inscriptions of the other; and further, the
‘truth value’ that individualised narratives of pain come to embody, in
addition to making them potent tools in calls for social justice, also
threatens to obscure structural sufferings.®
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Berlant suggests that the assumption that sharing stories of suffering
provides a map for achieving the good life if only we would cure the suf-
fering assumes that these accounts of pain can be acutely felt by the social
and political systems it attempts to disrupt. It assumes that such accounts
have a power to perturb these systems. However, in subscribing to the
logic of the cure and attempting to treat the pain of the other in a pursuit
of communal happiness, such strategies contribute to narratives of pain
avoidance and pleasure seeking through promising pleasure and achiev-
ing pain that enter into an economy of return. For, as both Ahmed and
Berlant remark, the only pain that really comes to matter in many calls
for social justice is the pain that makes the one that attempts to #reat it
feel better.”

Therefore, rather than a model of trauma (or what I have been call-
ing ‘acute pain’) which sustains a faith in the emergency response and
amelioration through protective immunitary systems, Berlant calls for
a model of suffering. For, she claims, ‘suffering’ speaks etymologically
of pain and patience, and would present not singular acts of violence
that can be confronted and remedied, but rather a generalised atmo-
sphere of violence (or what I have been calling chronic pain). Berlant
goes on, however in parentheses, to trouble her use of the term
‘suffering’:

But even suffering can sound too dramatic for the subordinated person-
hood form I am reaching toward here: imagine a word that describes a
constantly destabilised existence that monitors, with a roving third eye,
every moment as a potentially bad event in which a stereotyped one might
become food for someone else’s hunger for superiority and connect that to
a term that considers the subjective effects of structural inequalities that are
deemed inevitable in a capitalist nation. Suffering stands in for that com-
pound word.”!

I can imagine a compound word that speaks of a constantly destabi-
lised existence, where every event is potentially bad, a word that connects
to subjective effects of structural inequalities. Here autoimmunity stands
in for that compound word.
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Time Is Out of Joint

Autoimmunity returns us to the autos as a self that can know only itself,
that is individual, specific, personal, and isolated az the same time as it is
maintained in a prosthetic relation to others that renders this individual-
ity impossible, painfully deconstructing it. Like autopoiesis, like chronic
pain, deconstructive autoimmunity enacts a protection which is painful
and violent, where all immunity is an opening to the other, another
which is at once self and other, an articulation between different worlds.
This other within the self is marked as a violence, the anguish of an
inscription that is in a certain sense chronic in that it persists. However,
in autoimmunity this violence is not figured as that which comes to
maintain a central operation, but as that which retains the potential to
disrupt. This subtle but significant difference in these theories of sur-
vival—autopoiesis or autoimmunity—arises in this historical context due
to the differing relation to ‘the future’ and to ‘difference,” and what these
words might come to articulate.

I have attempted to suggest that systems which privilege mainte-
nance—as self-interest and an orientation towards pleasure and away
from pain—have emerged in this story as powerful systems out of the
conditions of Western modernity. One increasingly powerful system has
come to be known as neoliberalism, a system that thrives on adaptability,
individualises pain, and maintains an operation that invests in the value
of future value. And this system, so practised at adapting to forms of
resistance, fashions a present in which it is increasingly difficult for other
futures to become imaginable.”” The present is haunted by this inheri-
tance and this promise.

From a specific site of individualised suffering within Western dis-
courses of chronic pain the demand to attend, treat, and respond to one’s
pain through ‘structural couplings’ to the medical-industrial complex
and optimistic cultural narratives becomes increasingly difficult to resist,
or even testify to, as one is continually forced to maintain oneself as a
productive member of society. Personal narratives and ‘cripistemologies’
such as Patsavas’ respond to this and begin to suggest a mode of writing
from specific conditions that might also begin to destabilise these condi-
tions, yet such writings also risk autoimmunely entering into a politics of
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over-identification with suffering that could render the subjective form
passive. Yet, in the practice of writing, in the spaces that appear between
the I’ that is written and the ‘T’ that writes, in the frightening constric-
tion of the ‘T’ that speaks, autoimmune openings appear. So, while Berlant
speaks of suffering, and cruel optimism, I prefer to speak autoimmunely,
where individuals’ defence mechanisms are seen to always turn on and
against them, opening to the unexpected. Cruel optimism is a panacea, it
works despite its cruelty; but autoimmunity is terrifying, a terror that
catches one’s breath, disabling one’s ability to participate in the logic of
the cure, and of any certain future.

Autoimmunity is always zerrifying for it acknowledges that one is
always running into danger without being prepared for it. Where systems
theory focuses on the fact that an operation is maintained undil it is
not—that is, it is always positioned within the system and its paradoxical
relation to its ‘outside’ is ignored—Derrida’s autoimmunity attends to
the fact that each and every system is always in relation to that which it
cannot relate to—to the radically unknowable other outside whose dif-
ference makes a difference—to the radically unforeseeable future that
arrives unexpectedly. That is, deconstruction’s ‘roving eye’ is always posi-
tioned within the paradox of an unrelenting, unrelating relation: an artic-
ulation with a past and a future which is always out of joint.

In a deconstructive ‘system’ the only thing that is actively maintained
is this paradox, meaning that this future when it arrives is #/ways trauma-
tising. For Derrida the trauma cannot be overcome for it is a trauma that
hasn’t happened yet; it comes as the ‘future to come’ (2 venir), which ‘can
only be anticipated in the form of an absolute danger. It is that which
breaks absolutely with constituted normality.”® And ‘efforts to attenuate
or neutralize the effect of the traumatism (to deny, repress, or forget it, to
get over it) are but so many desperate attempts. And so many autoim-
munitary movements.>

Does the writing of a pained self maintain or deconstruct individual-
ised systems of oppression? An autoimmune writing could not, of course,
predict this. Yet it is here in the writing of a self—which cannot (but)
communicate a pain that says too little and too much—that the trauma
of the future can be felt and maintained, and thus so too the chance to
write pained bodies differently, conceiving of a life lived not as immuni-
tary survival through identitarian politics but autoimmune sur-vivance



102 A. Andrews

that is more life and more than life, a life crossed with a multiplicity of
others. De-individualising gestures, however, do not happen in the
abstract; they open onto specific moments of on-going violence and a
plurality of worlds and must speak to others from there—saying both too
little and too much. For the articulation of the joints Aurt and they
demand my attention.
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Exhibiting Pain, Death and Grief:
From the Art Gallery to the Image
Shared Online

Montse Morcate

Pain, death and grief have always been very delicate photographic sub-
jects, not only in documentary or journalistic photography but also
and most especially in contemporary art. While photographs portray-
ing grief and death were once an intrinsic part of the family album,
these were progressively put away from view, leaving an important lack
of visual references of what common pain and grief look like and con-
tributing to their ostracism. As a response, many artists have felt the
need to explore their ability to express their visions of suffering and
mortality through their cameras, even when this meant crossing the
boundaries of what others considered appropriate to photograph or
exhibit. In this sense there are two major approaches to these subjects,
which I refer to here as the detached approach versus the self-referential
approach. For the analysis of this type of works, it matters whether the
artist is involved in the story he or she portrays. This involvement
affects not only the reaction of the viewer but also the exposure that the
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work receives. Sometimes, these projects have had difficulty reaching
the galleries or have received negative reviews; on other occasions, art-
ists have been publicly rebuked or had their work censored by galleries
and museums who deemed it offensive to the viewer, or simply not
profitable.

Beyond art criticism, art projects dealing with pain, grief or death have
an intrinsic value and power that exceeds art itself insofar as they make
everyday pain visible for many people in a world where images of suffer-
ing and death seem to be reserved for “newsworthy material.” Because of
the clear capacity of the camera to serve as a mediator of pain and grief,
in recent decades photographic projects dealing with these issues have
gradually become a very powerful instrument for normalising the grief
process of the artist, through the publication of self-referential images of
pain, grief and death as part of art projects in exhibitions, catalogues and
photo books.

Now, at the turn of the new century, digital images and the Internet
have made pain and grief within the family and in intimate territories
increasingly visible. In this context, artists now have the opportunity to
share their images online not only as ordinary social media users com-
municating their feelings and experiences of facing pain, death and
grief but also, and especially, as artists who can overcome the limita-
tions of the art market by sharing their images online. By doing so,
artists can now reach potentially unlimited audiences, receive immedi-
ate and continuous feedback from their followers, bring people with
common experiences together (helping to build communities of peers)
and also offer a new imagery to which other people in grief or pain
might relate.

By analysing art works that tackle the subjects of pain and grief and
their reception in the context of the art world, especially their impact
when shared online, this chapter aims to examine the photo art project’s
role as a mediator of the artist’s grief, its impact on the audience and its
value as something that increases visibility and raises awareness of the
issues of illness and death by being shared online.
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Pain, Death and Grief Photographed:
The Detached Versus the Self-referential
Approach

Photographic representations of pain, grief and death have been present
in important ways since the invention of the medium, as evidenced by
the literature on the different forms of photography in the nineteenth
century, which produced the earliest representations of death and grief in
the family circle." The photographic camera has proved to be an impor-
tant ally for documenting society’s private rites of passage such as wed-
dings and births, but also funerals and deaths. The fact that many of the
latter images were once proudly preserved in family albums and even
hung on the parlour walls in many Western homes indicates how impor-
tant it was for people to share those experiences with relatives and
acquaintances. The diverse prints they left behind of mourning portraits
shared as mementos or sent abroad to the relatives who could not attend
a funeral reflected the need of the bereaved to make their loss real and
visible by communicating it through photography. At the same time, an
analysis of grieving images,” including the numerous portraits commis-
sioned by parents who would pose for the camera with their deceased
loved one (so creating an allegorical image of pain and grief), reveals that
these photographs served not only to capture the likeness of the deceased
for posterity’s sake but also to ensure that the parents were acknowledged
as the bereaved.

Although those early photographic practices were developed and
socially accepted during the twentieth century, they gradually declined
owing to their perceived inappropriateness in a world where images of
mourning and death were considered blemishes on the family photo
album, itself the ultimate idealised portrayal of the happy family’s visual
memory.

Under these new circumstances, the representation of everyday pain and
grief was locked behind closed doors and the practice of capturing those
moments with the camera became a private and often shameful activity
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that never ceased but was undertaken secretly and silently. Many photo-
graphs of this kind were thrown away, burnt or otherwise destroyed, while
others were kept hidden for years as treasured but secret family possessions.
During the twentieth century, especially in many Western countries, the
changes in the way people accepted and perceived the values of photo-
graphic representations of death and grief were inevitably determined by
transformations in society’s attitudes towards pain, illness, grief and death.’
First, society had to face a long and turbulent period of war that forced
people to bury what gradually became a permanent and depressing condi-
tion of mourning. In addition, unprecedented developments in medicine
put the onus on human beings to challenge and defeat illness, suffering
and ultimately death, pushing the ordinariness of death ever further away.

And yet in spite of this, in the last third of the twentieth century the
desert where private and personal suffering had found nothing but
drought slowly began to bloom with photographic art projects dealing
with grief, pain and death. First, these came as a response to the dearth of
images showing ordinary people’s pain and grief as opposed to the increas-
ing exposure of images of the suffering of “the other” (perceived by the
viewer as geographically, socially and emotionally remote) by the mass
media.* Second, cancer and HIV/AIDS, two of the most serious and
widely feared illnesses in Western countries, threatened to topple the
common belief that at least in the richest and allegedly most developed
areas of the world medicine could defeat illness and, consequently, death.

In short, towards the end of the last century many artists began to see
photography as an appropriate medium for exploring their personal
visions of life and death, which in many cases stemmed from their own
personal stories and the illness and grief that they or those in their inti-
mate circle had experienced.

In order to understand artists’ reasons for addressing such delicate
issues and the nature of the art projects they undertake, it is important to
distinguish between works that explore illness or death as a general sub-
ject from which the artist remains detached, and self-referential projects
that aim to explore and narrate a personal experience as a result of grief.

The first group tends to include the works which generate greater con-
troversy among the public and more often receive negative reviews. Some
of the artists in this group take the subject of the human corpse to offer
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their reflections on death, like Jeffrey Silverthorne in his controversial 7/e
Morgue Series (1972-1974) or Andrés Serrano in 7he Morgue (1992),
which both present pictures of people who died from very different causes,
ranging from illnesses and accidents of different kinds to murder. Although
their visual approach and attitude towards death differ, both give shape to
their portrayal of death in the form of the dead stretched out in the tran-
sient setting of a morgue: in the form of cadavers that are anonymous—
although also totally recognisable as individuals in the case of Silverthorne.
These become the object of the camera’s scrutiny, an effect which in
Serrano’s work is enhanced by the use of the large-format camera, and they
mirror the uncertain destiny that our own loved ones and even we our-
selves must be ready for. But the fact that Silverthorne and Serrano chose
the morgue as the setting for their pictures led to many strong reactions by
the general public and the critics, who questioned the legitimacy of invad-
ing such a delicate space, a location shrouded in the mystery of death with
its attendant taboos about handling the dead, a place not even the deceased
person’s closest relatives and friends would normally have access to.

Another remarkable project dealing with the representation of death is
Body Farm (2001-2002) by Sally Mann, who photographed the corpses
kept by the Forensic Study Facility of the University of Tennessee to study
bodily decomposition. Mann, for whom death is a recurring subject, was
also harshly criticised for exposing the cadavers, and some critics accused
her of being a “grave robber.” One writer at the New Yorker described the
feeling of the pictures as follows:

The most morbid pictures contain two kinds of violation. The first,
unavoidable if you're set on photographing corpses, is the violation of the
privacy and the decency of the dead. In one picture of a decaying corpse,
b b b
you can’t tell a woman’s buttocks from her breasts. In another, a man’s back
has cracked and split apart like dry earth. Another picture shows a shoulder
pocked like an orange peel. You want to look away. But Ms. Mann insists
on investigating the very surface of the horror.®

And on the occasion of an exhibition in London, another critic offered
the following reflection.
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One does, though, feel like a voyeur when looking at images such as this.
They raise the ethical question of whether a person’s decision to donate
their body to science gives scientists the right, at a later date, to grant Mann
permission to photograph that—decomposing—body. (And whether the
result should then be displayed as art.)’

Mann’s intention was to explore the biological process of death itself but
at the same time to question the absurdity of negating the human body’s
inevitable decay, either by denying its occurrence or by preventing it
through embalming. Interestingly enough, in a reflection which reveals
the difficulties of exhibiting projects dealing with pain and death (even
when they come from artists as internationally acclaimed as Mann is), she
describes how after four years of work and just four months before it was
due to open, the Pace Gallery cancelled her show What Remains, which
contained pictures from Body Farm as well as landscape photographs and
portraits. In her reflection, added to the film itself, she suggests that “[the
gallery] figured out that it’s not going to make Money. I mean, I've known
it’s not gonna make money since I took the first picture. But that—I
mean, that’s not—it’s still an important show!”®

The more recent Right Before I Die’ by photographer Andrew George
addresses the issues of pain, illness and death by assembling portraits of
dying people along with their descriptions of hopes, dreams and regrets.
This project, which clearly revisits the magnificent and celebrated Life
Before Death by Walter Schels and Beate Lakotta (2003—-2004), was com-
pleted with the support of the Providence Holy Cross Medical Center in
Mission Hills, California, in order to raise awareness about the lives of
patients in palliative care and how they face death. Background text
described the project and its results as follows:

Before the exhibition was built, the results of the project were already visi-
ble on the Internet. Immediately it generated interest from countries all
around the world, more than 150 countries in fact. It inspired hundreds of
international reviews. Thousands of comments and letters have been writ-
ten about ‘Right before I die’ where people from all over the world have
shared thoughts and beliefs as part of a global conversation.'
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But although the initiative generated interest online, it also provoked
controversy of different kinds. While some viewers described the work
simply as “beautiful” or “wonderful” (one person’s words were “What can
one say about such a wonderful tribute to these wonderful people that
have taken part?”), others felt the project was inappropriate and took
unfair advantage of its subjects (“This photographer is just a talentless,
fame-hungry ghoul”; “I wonder if Andrew George will regret milking the
dying for profit when he’s on his deathbed”; and finally, “Anything to
make a few bob—and maybe get famous!!!”)."!

If, as it was argued earlier, the detached art projects tend to provoke
more controversy, then the opposite is generally true of the self-referential
projects. In other words, the response is of almost absolute acceptance
when the artists are directly involved in the story they narrate as a per-
sonal experience in pictures (and consequently share through their art
work). In this sense, the reactions are similar to the ones received by
ordinary users when sharing their images online on either specific memo-
rial sites or social networking sites (SNS) profiles. In most cases, no mat-
ter how blunt or explicit the images portraying pain or death are (whether
they are contemporary post-mortem photographs, images of the dead in
their caskets or portraits of the dying in hospital, among others), the
viewers' comments remain compassionate and supportive.'?

In short, although viewers might argue with an artist’s approach to the
subject or the nature of the project itself, when that person is portraying
and communicating their own reality, this generally takes the edge off
most of the controversy, including the issue of whether artists have the
right to encroach upon people’s privacy or make their private story public.
In the same way, photographic art projects dealing with a degenerative
illness or death in the family in the artist’s inner circle of friends or even
the artists own process of pain or grief represent a whole different
approach to these delicate issues and are generally responded to positively,
especially when the viewer has experience related to the artist’s story.

Furthermore, many of the artists who at some point in their careers
delve into issues of pain, illness or death do so as part of a personal grief
process. Art projects undertaken in this way to satisfy a personal need to



114 M. Morcate

express pain and grief might properly be called “grief projects.”* Although
some works of art may have emerged as a result of the artist’s own grief,
grief projects deal with pain and grief in a very open, straightforward
manner and the process lived by the artist is immediately recognisable. In
many grief projects, artists claim to confront their own suffering through
the project.

One of the most remarkable projects of this kind in recent years was
Mothers (2000-2005) by the Japanese artist Miyako Ishiuchi. In this
project, which clearly showed the importance of the art process as a
means of mediating grief, the artist gathered together portraits of her
mother taken earlier in her life and focused on the older woman’s skin,
revealing its various scars, accumulated over the course of her life, and the
ageing of her body. The meaning of these portraits was transformed by
their integration in a grief process and the photographs read as maps of
the older woman’s life on the verge of death, where the photographer
seems to find answers to her mother’s loss making her skin present.
Among these portraits, a group of photographs of Ishiuchi’s mother’s per-
sonal belongings complements the series, including shots in intense
colours of her personal lipsticks and other cosmetics. This is combined
with phantasmagorical and strangely translucent black and white photo-
graphs of her lingerie, which alternately suggest a kind of second skin and
ghostly presence, creating the overall effect of an intimate photographic
journey that takes in objects which are at the same time highly personal
and wholly mundane.

A common part of the experience of bereavement is having to deal
with the personal effects of the deceased, in which the grieving person has
to decide which objects to preserve as keepsakes and which others to dis-
card as mere junk. About this aspect, Ishiuchi had the following to say:

I developed the series after Mother died and I was left with her old things.
I opened a drawer to find it packed with her underclothes. They looked like
fragments of her skin, and I got scared. Although I couldnt use or wear
them, or give them away to somebody, I couldn’t throw them away like
garbage, cither. I didn't know what to do. The person who once used them
was gone, but she left so many intimate things. It was sad. When I began
taking photographs of them, I think I was recording that sense of loss.!*
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Mothers began its life as a reaction of a profound grief resulting from an
unexpected death and a complicated relationship between a daughter and
her mother, but it took an important step beyond that when Miyako
Ishiuchi was elected representative artist for the Venice Biennale in 2005.
Because of that, her work found its way to a larger audience and her per-
sonal story of grief became an expression of art that needed to be exhib-
ited and that yearned to be shared with the viewer. Ishiuchi also explained
how it also changed other things:

By exhibiting my Mothers series in Venice, my mother moved on. She left
me behind, and she became art; she stopped being my private mother and
became everyone’s mother. I saw so many women in the exhibition hall
crying at my photographs, and that’s when I realized that she wasn’t mine
anymore. She belonged to everyone.

The example of Ishiuchi’s urge to express herself through art in order
to understand and overcome a grief process is just one among many.
Another factor to consider is that the scope of such art projects often
becomes broader either because of the publication of the exhibition cata-
logue or because the project is published in book form. A good example
is an earlier work by photographer Eugene Richards, who dealt with the
cancer and death of his wife Dorothea Lynch in the remarkable project
Exploding into Life (1986). The book brings together fragments of Lynch’s
diary and her reflections about fighting against cancer, and the photo-
graphs by Richards that document the whole process do not only tell of
her as a patient but also of him, ultimately, as the bereaved. The work
makes a personal story of pain more visible but, just as importantly, it sets
out to condemn the patronising treatment of the patients and the dearth
of images to help the ill relate to their illness with normality.

I try to find out what a mastectomy looks like so I call the American Cancer
Society. The woman on the other end tells me that books with pictures of
cancer treatments aren’t considered suitable for non-medical people. And
after that, a decision is made: “Maybe you should make photographs of the
whole thing,” I tell Gene. “If there aren’t any pictures of mastectomies,
maybe you should take pictures of mine.”!
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In fact, the publication of the work by Edwards provided a ground-
breaking example for many individuals living with illness or anticipatory
grief and definitely helped to normalise the illness and pain caused by
cancer. At the same time the void created by the lack of personal photo-
graphs of illness and pain started to be filled, offering visual referents for
patients to look at.

Similarly, after she had lost her three-year-old daughter Sophie, artist
Belinda Whiting transformed a collection of ordinary family snapshots
into a book project to pay homage to her child and normalise the grief
process itself, making it visible. In Sophies Story (2011) published with a
similar aesthetic to a children’s book, the everyday scenes of the little girl
are combined with very simple texts that describe the thoughts prompted
by the pictures. But some of these texts also describe the most important
parts of the story that were not explained in the photographs, such as the
moment when the news came that Sophie needed heart surgery, the com-
plications following that and the ultimate death of the protagonist. By
narrating these moments in the accompanying text, the ordinary, homey
feel of the pictures is re-contextualised and they are transformed into
premonitory images of death and grief. As the project description
proposes:

Written to assist the mourning process and confronting loss and grief it is
nevertheless a celebratory reflection on a young life. Using simple words
and alternating with photographs from the family album, it was written to
enhance understanding (particularly for a younger audience) of the reality
of a short life that was both ordinary and exceptional.'”

Sharing Grief Projects Online

Although art books help artists reach a wider audience on a more perma-
nent basis than the strictures of gallery seasons and programming allow,
the new millennium has created an unprecedented new scenario. The
possibilities offered by the expansion and development of social net-
works, blogs and the Internet in general have transformed everyday prac-
tices for ordinary users'® and offered the artists new ways of exhibiting
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their work. By sharing their images online, artists are not only able to
reach a potentially unlimited audience but can also receive responses, get
constant feedback about their work and communicate with other users
directly, in ways beyond anything the art world could ever offer. The
increasing presence of new memorial platforms online and the active role
of many of the bereaved in websites, blogs and social networks are also
changing our relation with death and also the way we mourn" (Walter,
Hourizi, Moncur, et al. 2012; Walter, 2015), normalising issues of pain,
illness and grief and their photographic representations in the online
space (Pardo & Morcate, 2016).

Without a doubt, one of the contemporary photographers dealing
with pain, illness and grief whose work has acquired greater notoriety as
a result of sharing images online is Phillip Toledano. Toledano’s work has
been clearly marked and transformed by family illness and death, and
after the death of his mother he decided to document the time he spent
with his father, who suffered from short-term memory loss, until he even-
tually died. Toledano started My Ageing Fathers Decline: A Son’s Photo
Journal as a blog (2006-2010) to get to grips with the fragility of life and
the sense that he might be facing the last time shared with his father. As
he himself explained in the blog, “It took my mom dying to make me
take pictures of my father.”?® And when Toledano started to share these
pictures on the blog, the response was massive, showing how completely
this kind of project is accepted, met by the gratitude of those who have
shared similar experiences and find something in it to relate to.

After I began to publish these photos, I was surprised and overwhelmed by
the way in which people interacted with my story. The site has been viewed
by over 1.5 million people, and there are around 20,000 comments. 1,
personally, have gotten about 10,000 e-mails from people—lovely, honest,
extraordinary e-mails. To me, in an odd way, all this is as important as my
own story. It was entirely unexpected, and so helpful in dealing with the
feelings of loss over my dad.”!

While some art projects end up as books, in Toledano’s case it was the
contents of his blog that were finally transformed into a book. After this
powerful work, in 2015 Phillip Toledano embarked upon a new grief
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project (When I Was Six), this time tackling a grief process he had repressed
(or forgotten) since his childhood when his elder sister Claudia had died
in a fire. The idea of working again with such a personal story of pain was
inspired by his discovery, on the death of his parents, of a cardboard box
containing long-kept hidden belongings of hers. Toledano had never seen
this box before, but described it as “an unseen museum to my sister” and
which contained “everything related to my sister, her life and her death.”
The fact that this crucial episode of his life was kept hidden for so many
years (“She sort of disappeared from our lives. We never spoke of her
again”**) was a powerful motivation for Toledano to transform this mate-
rial into a grief project and narrate in pictures the importance of rediscov-
ering these valuable objects. These included snapshots from the family
album, photographs of personal items such a precious lock of hair pre-
served in a plastic zip lock bag or a carefully folded little dress in a box,
which the photographer combined with other pictures to construct
space-like landscapes, recreating the only vivid fantasy memories he had
for a long period after his sister’s death.

To a certain extent, when Toledano manages lost-and-found objects in
When I Was Six, he does the opposite to what Miyako Ishiuchi did in
Mothers. She photographed objects in order to obtain the courage to
discard them, while his pictures serve to sacralise the objects. At the same
time, however, both artists say that the photographs of these objects have
been important in their grieving process. Making such a personal story
public through his book, exhibitions and interviews forced Toledano to
talk about and acknowledge his experience: “This is really the first time I
talked about her in about forty years,” he said, “and I'm realising what an
extraordinary shadow that event cast on my life.”® In other words, he
chose to both literally and metaphorically “open the box” that hid the
way the family had faced and managed the grief process and the legacy of
their daughter to “get to know her and understand my parents and, I
guess, myself.”*

Another contemporary photographer who has shared his personal
story of pain and grief in the form of an art project and on the Internet is
Angelo Merendino. Merendino’s work exemplifies the effects of sharing
an art project online and the new potential those images acquire when
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uploaded on different online platforms. Furthermore, image sharing has
proved to be a powerful tool for the artist in grief in their daily practice
of self-expression and interaction with the audience, while it also reflects
that person’s dual role as a singular artist and ordinary user.

Merendino’s Facebook page My wife’s fight with breast cancer was started
in 2011 and is comparable in certain ways to the project by Dorothea
Lynch and Eugene Richards. In it, he documents the illness of his wife up
to the time of her death from breast cancer. What Merendino makes clear
in his project and statement is that he started the project because he
needed to make the pain and grief visible. In doing so, he would not only
be acknowledged as the bereaved but also use his story as a powerful tool
to raise awareness.

My late wife Jennifer was diagnosed with breast cancer five months after
our wedding, and she passed less than four years later. During Jen’s treat-
ment we noticed that most people, even those who were closest to us,
didn’t understand the challenges we faced while living with an incurable
disease. At times, sadly, we watched our support group fade in and out of
our life. In an effort to communicate with our loved ones, Jennifer allowed
me to photograph our day-to-day life. Our hope was that these photo-
graphs would show the side of breast cancer that isn’t pink ribbons and

fundraisers.”

Like many artists in grief processes® the camera in My wife’ fight with
breast cancer acts as a shield and a mediator through which the artist faces
the reality of pain. The need to document has little to do with artistic
aspirations; rather, it is the desire to feel useful and busy. For professional

photographers, the natural thing to do is photograph:

Our words were failing as we struggled to make known that we needed
help so I turned to the only other form of communication I know - my
camera. I began to photograph our day-to-day life. Our hope was that if
our family and friends saw what we were facing every day then maybe they
would have a better understanding of the challenges in our life. There were
no thoughts of making a book or having exhibitions, these photographs
were born and made out of necessity.
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Here, Merendino expresses a common feeling shared by many grieving
artists. The urge to take pictures does not aim at making an artistic profit
but is instead indicative of a physical need to capture moments that mat-
ter to the artist and find a way to face reality.

A close friend suggested that I post our story on the Internet and with Jen’s
permission I shared some of our photographs. The response was incredible.
We began to receive emails from all over the world. Some of these emails
came from women who had breast cancer. They were inspired by Jennifers
grace and courage. One woman shared that, because of Jen, she confronted
her fears and scheduled a mammogram. That’s when we knew our story
could help others.”

Merendino kept posting text and images after his wife’s death partly to
pay homage to her but also because he understood the power of sharing
his work online as an artist and an ordinary person experiencing bereave-
ment who could have an effect on others.

Jennifer trusted me to make and publish photographs from the most inti-
mate and difficult time in our life. Not long before Jennifer passed I made
a promise that the world would know who she was. Technology allows us
to make and publish photographs in a fraction of a time that it once took
and social networks make sharing our stories easier than ever, offering a
chance to reach the world. By sharing our story, our love story, something
beautiful has begun to grow out of something so horrible and unfair and if
we don't share our experiences with each other, how can we learn to grow
and survive?

Another point in common with the work by Lynch-Richards is that the
vision of the grieving husband is complemented by the patient’s own nar-
rative. In Exploding into Life, Lynch’s personal narrative blended in with
the photographs by Richards, while in Merendino’s more contemporary
approach to a similar story, Jennifer gave herself a voice by starting a blog
called “My life with breast cancer” which she then used to express her
fears, the changes she went through and her thoughts, as well as descrip-
tions of how she saw Merendino as a caregiver. One of her posts includes
one such portrait of the artist.
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I woke up at 3:30 AM in severe pain! My sweet nurse tried everything she
could to take it all away!!!! But nothing... They switched my Meds over to
a preservative free version, which seems to be helping a bit.... Sweet Ange
is by my side today trying his very best to make me comfortable.?®

Note, too, that Merendino’s blog continues beyond telling his wife’s story
and, after her death, is progressively transformed into a photographic
diary of grief in which the artist keeps posting pictures of his loved one
but combines them with other, new pictures that reflect upon his new
identity as a widower.

I've been dreaming about Jen a lot lately. Not sure what it is but 've been
feeling like Jen is here with me more often now than ever since she passed.
This whole mourning/widower thing is a roller-coaster. (11 July 2013)

By following his SNS profiles and pages, users could retrace the changes
in his grief process from one moment to the next and witness the signifi-
cant impact that grief had on his artistic career. In this sense, it is very
interesting to note that the content of most of the viewers’ comments was
determined by the type of picture Merendino posted. In most of the
photographs where we see his wife conducting her everyday battle against
cancer or posing next to Merendino in self-portrait mode, the comments
are messages of support in which users talk about how powerful the image
of love is (among other comments about their experiences of cancer and
the value this project has for so many people). On the other hand, the
pictures posted on the occasion of an exhibition or a talk led more to
comments on the art project itself, but few viewers went into any depth
in the discussion of the quality of the photographs or the editing of the
work itself. Here, the ambivalence of the artist’s role (a photographer and
an ordinary user) combined with the weight of the issues involved might
be enough to make some users refrain from focusing their comments on
the artistic side of the project rather than the social value of sharing the
images and the story behind them.

Merendino’s Facebook page My wifes fight with breast cancer is still
active. However, over the course of time it has also become a kind of
resource page for awareness-raising where visitors can follow his
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continuing commitment to the memory of his wife, but in which also he
lends his voice to other initiatives, patients and caregivers. For example,
he has become part of different metastatic breast cancer awareness initia-
tives.”” In one of them, he documented the life of the patient Holley
Kitchen; and in that capacity he continues to receive users’ comments of
support, as various messages illustrate (e.g., Jaime Petersen’s “I love that
you got to be the one to tell Holley’s story through pictures. Couldn’t
admire you both more.” Or Wendy Quick’s “What a wonderful way you
honored your wife in life and in death! You ARE making a difference
Angelo!” both posted on 18th October 2015).

Merendino’s example is appropriate because of the personal dimension
and the way in which his personal narrative and his work blend together
and are transformed through his images online. In this sense, it is worth
pointing out that the practice of sharing personal images portraying pain,
illness and grief is becoming more common among ordinary users but
also among artists too. From Instagram to Facebook and Tumblr, and any
number of other online platforms, professional artists and photographers
are sharing pictures of commissioned work as well as other types of pho-
tographs, such as snapshots or more intimate and personal images. One
such artist is photographer Terry Richardson, who has used his personal
blog to post bluntly direct and powerful pictures of his sick and dying
mother in hospital®® The announcement of her death, entitled
“R.I.P. Annie Lomax, My Mom, 1938-2012,” is accompanied a hilari-
ously eccentric portrait of Mrs Lomax from an earlier period. Other shots
include a self-portrait of Richardson sitting on his mother’s bed and with
her ashes in an urn and a shot of the palm of his hand, dusted completely
white with those ashes. A series of pictures of bouquets of sympathy flow-
ers sent by different publishers and a photographic journey through the
cemetery complete the series.”’ The expressions of support and condo-
lences were numerous: “So sorry for your loss...had seen her on ur tum-
blr in the past with fab outfits and great attitude. May she RIP...” or “I
loved how you captured her. The feeling I got from your images of her
along the way is you loved adored and accepted her. When I saw she
passed I felt so sad for your loss, arriving at the conclusion your images

showed so much love for her.”??
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With comments focusing as often on Richardson’s loss as on the pho-
tographs themselves, the responses bear witness to how far the boundar-
ies have blurred between the photograph shared as art and the personal
picture shared as a means of communicating one’s grief to one’s peers.

Conclusions

There can be no doubt that online practices and their interaction with
digital photography are changing the way we interact with our peers and
perceive the world around us. Furthermore, it seems to be changing the
way we face pain, grief and death.

The increasing presence online of shared, self-referential images of
pain, illness and death is helping to normalise everyday pain and grief.
This practice is not solely the prerogative of the artist, given that an
increasing number of non-professional photographers and Internet users
post personal pictures to share their feelings and interact with their peers.
The difference between ordinary users and professional photographers is
that, besides being customary users of social media, the professionals also
have a powerful ability to use art to make their images express personal
stories of pain and grief and to give these images the potential to be solid
visual references for others going through similar experiences.

The overwhelmingly positive response that certain art projects have
received online is due to the fact that they are self-referential. Most users
understand that, no matter how harsh or poignant the pictures might be,
they are being used to communicate personal pain and grief, in contrast
to other approaches that deal with death and illness from a more detached
and detached position.

Through their exhibitions and books, artists can target a varied audi-
ence, even while that audience is still limited to those interested in art.
They help to normalise delicate issues of everyday pain and to make illness,
pain and death more visible. But beyond this, it is through blogs, websites
and social media that artists in grief can now not only seek increasingly
wider audiences but also develop their projects away from the art world,
into something larger and more socially transforming by means of the
numerous complex interactions and connections that take place online.



124

M. Morcate

Acknowledgements This chapter stems from the research project Sharing pain
and grief online: the self-referential digital image of illness and death as a means of
destigmatization, connection, visibilization and co-presence, founded by the BBVA
Foundation for Scientific Research teams in Digital Humanities (2015-2017).

Notes

1. Batchen, G. Forget Me Not: Photography and Remebrance (New York;

Amsterdam: Princeton Architectural Press; Van Gogh Museum, 2004);
Burns, Stanley B. Sleeping Beauty: Memorial Photography in America
(Altadena, CA: Twelvetrees Press, 1990); Ruby, J. Secure the Shadow:
Death and Photography in America (Cambridge, MA: The MIT Press,
1999).

. Burns, Stanley B. Sleeping Beauty II Grief, Bereavement and the Family in

Memorial Photography American and European Traditions (New York:
Burns Archive Press, 2002); Burns, Stanley B. Sleeping Beauty III:
Memorial Photography: The Children (New York: The Burns Archive
Press, 2011); Linkman, A. Photography and Death (London: Reaktion
Books, 2011); Morcate, Montse. “Duelo y fotograffa post-mortem:
Contradicciones de una prictica vigente en el siglo XXI.” In Imagen y
muerte, edited by A. Gondra and G. Lépez (Barcelona: Sans Soleil
Ediciones, 2013), 25-45. Online version Sans soleil no. 4 (2012): 168—
182. http://revista-sanssoleil.com/wp-content/uploads/2012/02/art-
Montse-Morcate.pdf (last accessed 05/04/2016).

. Aries, P. Historia de la muerte en Occidente: Desde la Edad Media hasta

nuestros dias (Barcelona: Quaderns crema, 2000); Di Nola, A. M. La
muerte derrotada: Antropologia de la muerte y el duelo (Barcelona:
Edigrabel, SA para Belacqva, 2007); Mitford, J. Zhe American Way of
Death Revisited (USA: First Vintage Books Editions, 2000).

. Sontag, S. Ante el dolor de los demds. Torrelaguna (Madrid: Editorial

Alfaguara, 2003). Santillana Ediciones Generales, S.L; Reinhardt, M.,
H. Edwards, E. Dugane, eds. Beautiful Suffering: Photography and the
Traffic in Pain (Chicago: The University of Chicago Press, 2007).

. In this sense, grief is understood in wider terms, partly as an acute sense

of loss but also as the process experienced by the bereaved. Generally,
grief is associated with death but can also be experienced in response to
other causes, including degenerative illness, in the form of what is com-


http://revista-sanssoleil.com/wp-content/uploads/2012/02/art-Montse-Morcate.pdf
http://revista-sanssoleil.com/wp-content/uploads/2012/02/art-Montse-Morcate.pdf

10.

11.

12.

13.

14.

15.

16.

6 Exhibiting Pain, Death and Grief: From the Art Gallery... 125

monly termed anticipatory grief (present in many grief projects). See
Doka (1989) for an analysis of non-recognised (disenfranchised) grief
processes and Cobo Medina (1999) for a detailed classification of grief,
including anticipatory, delayed and repressed grief.

The New York Times photography review by Sarah Boxer (23 July 2004)
http://www.nytimes.com/2004/07/23/arts/photography-review-
slogging-through-the-valley-of-the-shutter-of-death.html?_r=0 (last
accessed on 26/12/2016).

Sean O’Hagan, The Guardian, June 20, 2010, hteps://www.theguardian.
com/artanddesign/2010/jun/20/sally-mann-family-and-land-review
(last accessed 3/1/2017).

Sally Mann in the documentary about her life and work What Remains,
directed by Steven Cantor (2005).

Website with information on the project and images at htep://www.
rightbeforeidie.com/rbid.html (last accessed on 02/01/2017).

Press file for exhibition at the Musea Brugge https://www.google.es/url?
sa=t&rct=j&q=&esrc=s&source=web&cd=3&cad=rja&uact=8&ved=0
ahUKEwjt5MKm6aXRAhWFVRQKHSjcBXwQFggtMAI&url=https
%3A%2F%2Fwww.visitbruges.be%2Fpress-file-right-before-i-die-
28&usg=AFQjCNHz1HJLRx5TOT]yiWhhIF1K_GolQg (last accessed
on 03/01/2017).
heep://www.dailymail.co.uk/news/article-3751568/LA-photographer-s-
exhibition-features-portraits-dying-people.html#reader-comments  (last
accessed on 28/12/2016).

Morcate, Montse. “Tipologias y re-mediacién de las imdgenes de muerte
y duelo compartidas en la memorializacién online.” In Revista M. Estudos
sobre a Morte, os Mortos e o Morrer, 3, 2017.

Morcate, Montse. Duelo, Muerte y Fotografia: Representaciones fotogrificas
de la muerte y el duelo desde los usos domésticos al proyecto de creacion con-
tempordneo. Unpublished PhD thesis (Facultad de Bellas Artes,
Departamento de Diseno e Imagen, Universidad de Barcelona, 2014).
Itoi, Kay. 2006. “A Daughter’s Conversation.” 7he Japan Times, Tokio,
October 5. http://www.japantimes.co.jp/culture/2006/10/05/culture/a-
daughters-conversation/#.Uu5HdbT5Pfs (last accessed on 05/01/2017).
O’Brian, J. “On Hiroshima: Photographer Ishiuchi Miyako and John
O’Brian in Conversation.” The Asia-Pacific Journal 10 (2012): 29. See
http://japanfocus.org/-John-O_Brian/3709

Lynch, Dorothea, and Eugene Richards. Exploding into Life (New York:
Aperture, 1986), 16-21.


http://www.nytimes.com/2004/07/23/arts/photography-review-slogging-through-the-valley-of-the-shutter-of-death.html?_r=0
http://www.nytimes.com/2004/07/23/arts/photography-review-slogging-through-the-valley-of-the-shutter-of-death.html?_r=0
https://www.theguardian.com/artanddesign/2010/jun/20/sally-mann-family-and-land-review
https://www.theguardian.com/artanddesign/2010/jun/20/sally-mann-family-and-land-review
http://www.rightbeforeidie.com/rbid.html
http://www.rightbeforeidie.com/rbid.html
https://www.google.es/url?sa=t&rct=j&q=&esrc=s&source=web&cd=3&cad=rja&uact=8&ved=0ahUKEwjt5MKm6aXRAhWFVRQKHSjcBXwQFggtMAI&url=https://www.visitbruges.be/press-file-right-before-i-die-2&usg=AFQjCNHz1HJLRx5TOTJyiWhhIF1K_Go1Qg
https://www.google.es/url?sa=t&rct=j&q=&esrc=s&source=web&cd=3&cad=rja&uact=8&ved=0ahUKEwjt5MKm6aXRAhWFVRQKHSjcBXwQFggtMAI&url=https://www.visitbruges.be/press-file-right-before-i-die-2&usg=AFQjCNHz1HJLRx5TOTJyiWhhIF1K_Go1Qg
https://www.google.es/url?sa=t&rct=j&q=&esrc=s&source=web&cd=3&cad=rja&uact=8&ved=0ahUKEwjt5MKm6aXRAhWFVRQKHSjcBXwQFggtMAI&url=https://www.visitbruges.be/press-file-right-before-i-die-2&usg=AFQjCNHz1HJLRx5TOTJyiWhhIF1K_Go1Qg
https://www.google.es/url?sa=t&rct=j&q=&esrc=s&source=web&cd=3&cad=rja&uact=8&ved=0ahUKEwjt5MKm6aXRAhWFVRQKHSjcBXwQFggtMAI&url=https://www.visitbruges.be/press-file-right-before-i-die-2&usg=AFQjCNHz1HJLRx5TOTJyiWhhIF1K_Go1Qg
https://www.google.es/url?sa=t&rct=j&q=&esrc=s&source=web&cd=3&cad=rja&uact=8&ved=0ahUKEwjt5MKm6aXRAhWFVRQKHSjcBXwQFggtMAI&url=https://www.visitbruges.be/press-file-right-before-i-die-2&usg=AFQjCNHz1HJLRx5TOTJyiWhhIF1K_Go1Qg
http://www.dailymail.co.uk/news/article-3751568/LA-photographer-s-exhibition-features-portraits-dying-people.html#reader-comments
http://www.dailymail.co.uk/news/article-3751568/LA-photographer-s-exhibition-features-portraits-dying-people.html#reader-comments
http://www.japantimes.co.jp/culture/2006/10/05/culture/a-daughters-conversation/#.Uu5HdbT5Pfs
http://www.japantimes.co.jp/culture/2006/10/05/culture/a-daughters-conversation/#.Uu5HdbT5Pfs
http://japanfocus.org/-John-O_Brian/3709

126

17

18.

19.

20.

21.

22.

23.

24.

25.

206.

27.

M. Morcate

Description of the project at the artist’s website. http://belindawhiting.
co.uk/section/369246_Sophie_39_s_Story.html  (last accessed on
29/12/2016).

Gémez Cruz, Edgar, and Asko Lehmuskallio, eds. Digital Photography
and Everyday Life: Empirical Studies on Material Visual Practices (London;
New York: Routledge, 2016).

Walter, Tony, Rachid Hourizi, Wendy Moncur, and Stacey Pitsillides.
“Does the Internet Change How We Die and Mourn? Overview and
Analysis.” OMEGA 64, no. 4 (2012): 275-302; Walter, Tony.
“Communication Media and the Dead: From the Stone Age to
Facebook.” Mortality: Promoting the Interdisciplinary Study of Death and
Dying 20, no. 3,(2015): 215-232.

Rollo Romig for The New Yorker (9 June 2010) http://www.newyorker.
com/culture/photo-booth/off-the-shelf-days-with-my-father (last accessed
on 30/12/2016).

Original text from Phillip Toledano’s blog (no longer accessible).
Retrieved from Pardo, Rebeca: “Reporting Alzheimer’s Through the
Lenses of Photojournalism” (International Journalism Week 2014,
Shefhield University) (paper).

BBC World Service interview with Phillip Toledano, 22 April 2015.
hetps://www.youtube.com/watch?v=jQmhELB2ja4 (last accessed on
21/02/2017).

BBC World Serviceinterview with Phillip Toledano, 22 April 2015.
heeps://www.youtube.com/watch?v=jQmhELB2ja4 (last accessed on
21/02/2017).

Interview by the British Journal of Photography on the occasion of his
exhibit in March 2015. http://www.lapietradialogues.org/blog/?p=4018
(last accessed on 15/12/2016).

Introduction to the project on the photographer’s website. hetp://www.
angelomerendino.com/my-wifes-fight-with-breast-cancer/ (last accessed
on 01/01/2017).

Morcate, Duelo, Muerte y Fotograﬁa; Morcate, Montse, and Rebeca
Pardo. “Grief, Illness and Death in Contemporary Photography.” In
Malady and Mortality (Cambridge Scholars, 2016).

Photo Greater Than 1000: Angelo Merendino at TEDxUSU published on
18 November 2013. https://www.youtube.com/watch?v=KeT221skphw
Part of this talk is transcribed at http://mywifesfightwithbreastcancer.
com/our-story/#.WGIHO0Gr_qUk (last accessed on 11/01/2017).


http://belindawhiting.co.uk/section/369246_Sophie_39_s_Story.html
http://belindawhiting.co.uk/section/369246_Sophie_39_s_Story.html
http://www.newyorker.com/culture/photo-booth/off-the-shelf-days-with-my-father
http://www.newyorker.com/culture/photo-booth/off-the-shelf-days-with-my-father
https://www.youtube.com/watch?v=jQmhELB2ja4
https://www.youtube.com/watch?v=jQmhELB2ja4
http://www.lapietradialogues.org/blog/?p=4018
http://www.angelomerendino.com/my-wifes-fight-with-breast-cancer/
http://www.angelomerendino.com/my-wifes-fight-with-breast-cancer/
https://www.youtube.com/watch?v=KeT221skphw
http://mywifesfightwithbreastcancer.com/our-story/#.WGlH0Gr_qUk
http://mywifesfightwithbreastcancer.com/our-story/#.WGlH0Gr_qUk

6 Exhibiting Pain, Death and Grief: From the Art Gallery... 127

28. Postedathttps://mylifewithbreastcancer.wordpress.com/2011/11/01/11-
1-11/ (last accessed on 03/01/2017).

29. Breast Cancer: A Story Half Told. http://www.storyhalftold.com/about
(last accessed on 02/01/2017).

30. 11 September 2012 “My Mom in the ICU,” “My Mom’s butterfly
tatt0o.”

31. 17 September 2012 “Me holding my Mom’s urn on her bed”; “My
Mom’s ashes on my hand” and 18 September 2012 “Flowers for my
Mom from GQ,” “Miss You,” among others. http://www.terryrichard-
son.com/diary/#/2012-09/32/0 (last accessed on 02/01/2017).

32. Comments on Terry Richardson’s Facebook page on 11 September 2012
(last accessed on 04/01/2017).

Montse Morcate is an artist and Professor of Photography at the University of
Barcelona. Her research and art projects deal with photographical representa-
tions of death and grief. Recently, she has been a visiting scholar at Columbia
University and at the Morbid Anatomy Museum in New York and she has been
awarded a research grant on digital humanities by the BBVA Foundation.


https://mylifewithbreastcancer.wordpress.com/2011/11/01/11-1-11/
https://mylifewithbreastcancer.wordpress.com/2011/11/01/11-1-11/
http://www.storyhalftold.com/about
http://www.terryrichardson.com/diary/#/2012-09/32/0
http://www.terryrichardson.com/diary/#/2012-09/32/0

7

Pain and the Internet: Transforming
the Experience?

Nikki Newhouse, Helen Atherton, and Sue Ziebland

Introduction

In the not so distant past, our conceptualisation of health and illness was
relatively simplistic: in illness, we deferred to the expert opinion of a
physician, whose higher authority was largely unquestioned. Health
information comprised evidence-based facts and figures grounded in
hard science, and the subjective, embodied experience of a health prob-
lem was hardly acknowledged. A person’s awareness of their own health
was quite simply secondary to the dominant positivistic medical approach
with its onus on quantification and scientific scrutiny.

This model of health and illness fundamentally changed in the early
2000s with the advent of the Internet and the first online search engines.
Basic websites featuring lists of information evolved into small but
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dynamic digital communities of informed consumers. Through this evo-
lution we became proactive prosumers, no longer passively receiving our
digital diet but actively contributing to it via message boards and discus-
sion forums. The explosion of social media further transformed this digi-
tal landscape, offering novel ways to seek out and stay connected to
friends, family, and peers. The Internet now shapes many of our daily
experiences, including those of health and illness. The emergence of peer-
to-peer digital connection has been perhaps one of its most transforma-
tive effects, empowering people to use digital resources not only to find
health information but also to seek out support and practical advice for
self-management, reassurance, encouragement, to compare experiences
of treatment and to offer advice and support to others. The traditional
doctor—patient dynamic of the not so distant past has been challenged:
the patient may now become expert in their own condition through
online access to facts and figures and ‘alternative’ expert information in
the form of the experiences of other patients.

This chapter will consider how people who are experiencing chronic
physical pain are using the Internet. We examine how immediate access
to information transforms the illness experience and how digital resources
enable us to express, share, and learn from others’ experiences. In particu-
lar, we draw on a conceptual review of the potential health effects of
accessing other people’s experiences online' which identified seven
domains through which health might be affected, positively and nega-
tively: finding information, feeling supported, maintaining relationships
with others, experiencing health services, affecting behaviour, learning to
tell the story, and visualising disease. We contextualise these domains and
bring them alive by considering them in relation to a collection of quali-
tative interviews about experiences of chronic pain from an Oxford
University archive.

The qualitative interviews include the perspectives of 46 adults with
chronic pain from throughout the United Kingdom, who told their sto-
ries about living with chronic pain and discussed issues such as searching
for a cause, pain management, medication, and impact on lifestyle. A
diverse, maximum variation sample was recruited through a variety of
sources including support groups, general practitioners, nursing, and
allied health professionals and pain specialist consultants. Participants
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were aged between 24 and 80 years and described being in chronic pain
for between 7 months and 45 years. The sample included people who had
pain from different origins including injury-related back and neck pain,
osteoarthritis, fibromyalgia, post-surgical pain, unexplained abdominal
pain and pelvic pain, lupus, multiple sclerosis, post stroke pain, brachial
plexus avulsion, and repetitive use wrist and arm pain. Pain related to
cancer was excluded. The project was supported by an advisory panel
made up of people affected by the health issue, health professionals, aca-
demics, and staff from relevant charities. Extracts and further analyses
from the interviews have been published elsewhere? and on healthtalk.
org (www.healthtalk.org/chronicpain). As part of the interview process,
participants were asked to talk about how they had used the Internet to
find information and support and to communicate with others. People
had used the Internet to help them find facts and figures, to find a label
for their symptoms, to share ideas about how to manage their pain, and
to discuss the merits of different treatment options. Experiential informa-
tion from others going through something similar helped people to come
to terms with a new or changing diagnosis and for learning how to man-
age pain in daily life.

We draw on the value of first person accounts and the appeal of stories
to explore how the Internet may create empowered patients and how the
Internet facilitates our collective need to make contact with peers and
hear their accounts of pain and illness. We explore the way in which the
use of digital resources influences the way people cope with and articulate
their pain and the subsequent impact on our engagement with health
services.

Finding Information

The first domain that Ziebland and Wyke describe! is ‘finding informa-
tion’. Knowledge is power and it is not surprising that many people search
for information as soon as they become aware of unusual bodily sensa-
tions or symptoms or when they have a searchable label for their embod-
ied experience. A man who had experienced long-term neck and arm
pain described how he happened to find a descriptive term that resonated
with him while waiting in a doctor’s waiting room:


http://healthtalk.org
http://healthtalk.org
http://www.healthtalk.org/chronicpain
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My first introduction to the term, ‘chronic pain’, came whilst filling time
in my GP’s waiting room. I saw its Scottish research into chronic pain... I
did take that home and had a potter about on the Internet to do a search
against chronic pain, and up this site came again.

CP39 (male, aged 38 years)

A woman who had undergone multiple tests and was eventually diag-
nosed with fibromyalgia talked about the relief of being given a label
which could then be used to access information, even if it didn’t alter the
reality of her prognosis:

So it’s actually a release to know, it’s got a label, you can’t actually do any-
thing about it, it can’t be cured but you know there are other people who
know what you are talking about which is really helpful.

CP12 (female, aged 47 years)

Online searches for a broad label such as ‘fibromyalgia’ or ‘chronic
pain’ lead to generic digital resources. Much of the generic information
encountered online is presented either in a contextual vacuum or illus-
trated with one or two patient’s stories. It can be hard for people to make
sense of such information and apply it to their own circumstances and
the significance of what works well, how and for whom can be lost.
However, thoughtfully presented digital information is recognised for its
ability to integrate, curate, and ‘translate’ research that may otherwise be
inaccessible, as this man points out:

It was an amalgamation of a lot of research that’s been done from those
accredited books, but it's something that is very readable and quickly
understandable, and extremely relevant.

CP39 (male, aged 38 years)

The complexity and uniquely subjective experience of chronic pain
means that although generic information can be a good starting point,
access to others” experiences is also highly valued for providing face, con-
text, shape, and identity to otherwise abstract facts and figures. Hearing
how others have managed their pain can also help people to recognise
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that action needs to be taken, decide which action to take, and articulate
those decisions to health care professionals. A woman who went on to
have neck surgery for cervical myelopathy talked about the importance of
making informed decisions and being able to explain these choices to
health care professionals:

And I think when you're informed and you go to speak, especially for
example if youre trying to determine whether you should go for surgery or
not, the more informed you are, the more you can ask of your surgeon and
the more, I think perhaps you will feel easier with any decision that you
make because it’s an informed choice.

CP15 (female, aged 42 years)

When we make decisions about our health, we draw on a variety of
sources of information. Few of us would say that we base all of our deci-
sions upon others” experiences’® but hearing about how other people have
reached important decisions and how they reflect upon the consequences
of their choices adds a social and emotional element to an otherwise med-
icalised process. Experiential information is also valued for its straightfor-
ward pragmatism: it's important to know what works in real life. Practical
tips and advice regarding symptoms and adverse effects of medication,
grounded in tried and tested self-management strategies are evaluated
alongside information provided by a clinician.

I use the Internet a lot. I've got a computer at work. I actually found my
operation on the Internet. I got more information from the Internet than
I did from my GP, from my surgeon.

CP15 (female, aged 42 years)

Experiential information is powerful because it is vivid; this is also
potentially one of its biggest drawbacks. If experiences are presented
powerfully yet are not typical or are biased or inaccurate in some way,
optimal decisions may be missed or trust broken. Vivid or particularly
extreme experiences may not be representative of the unremarkable
majority, whose voice may be lost. The Internet is a largely unregulated
entity and without conscious and effective efforts at evaluation, all
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information can be seen as having equivalent status. As such, the work of
navigating significant amounts of experiential information may provoke
anxiety, especially when accounts offer contradictory advice or informa-
tion or seem to be driven by commercial or vested interests. Seeking
information online could be hard work—people may feel overloaded
with information and struggle to make an informed decision.*

Well I find the Internet’s really good but I think you do have to be very
careful. There’s an awful lot of things, I've learnt from other people really
on some of these good ones, you know, that some of the websites will say
that you can do, if you take this pill it will do this, that and the next thing
you know. So I think you have to be really, really careful about what, you
know, you listen to and what you don’.

CP34 (female, aged 49 years long-term post-operative pain)

Some people wondered if hearing about other people’s experiences was
worthwhile, given the uniquely subjective experience of living with pain.
For example, a man who had undergone a discectomy following an injury
wondered if comparison only served to highlight differences rather than
similarities between people:

The thing that I have noticed about pain is no two people have got the

same take on it. | mean my pain isn’t the same as somebody else’s pain even

with a roughly similar injury and I mean pain itself is an intangible.
CP08 (male, aged 53 years)

Feeling Supported

The second domain described by Ziebland and Wyke' is ‘feeling sup-
ported’, a widely recognised aspect of online peer communities. Chronic
pain and the underlying condition or cause may be a biographically dis-
ruptive experience’ or ‘critical situation® challenging one’s sense of iden-
tity and provoking a fundamental reassessment of one’s resources and
support networks. Chronic pain is a deceptively simple term yet pain
may be unexplained or related to injury, infection, or trauma. The poten-
tial complexity and unpredictability of such conditions can be isolating:



7 Pain and the Internet: Transforming the Experience? 135

I think that chronic pain is quite a, it’s quite a lonely sort of thing.

CP34 (female, aged 49)

Going online and participating in peer-to-peer groups or simply read-
ing others’ accounts of managing a disrupted life can reduce this isolation
and contribute to a sense of being ‘normal’ or ‘differently the same’.” The
sense of emotional empowerment® that comes from knowing that we are
not alone in our experiences is an important part of feeling more in con-
trol, feeling reassured, and simply feeling better. Such empowerment
engenders a virtuous circle of receipt and reciprocation in which informa-
tion and support are actively received and given.” Recognition that one is
able to offer practical or tangible advice is in itself a recursive and empow-
ering act, indicative of coping and self-efficacy and is acknowledged as
being an important part of optimal peer-to-peer functioning.'® This may
be particularly true for those whose condition is rare or who are geo-
graphically isolated. Feeling supported is not limited to the sharing of
condition-specific information. As this woman points out, although oth-
ers advice is critical at times of crisis, there is huge value in being part of
an online community where people simply relate to each other as friends
who ‘happen’ to be experiencing shared medical conditions:

... the other good thing about the Internet is the fact that you meet, and
especially for people who are really disabled and can't get out, is that you
can have a circle of friends, you know, and talk to people. I mean, if you
have a look into some of these forums sort of things, people are just talking
about ordinary, everyday sort of things, like things in their back garden,
you know, flowers and stuff and I suppose, for some people, that it opens
up a new world to them, you know.

CP34 (female, aged 49 years)

Sharing information is valuable. However, contextualising one’s lived
experience by engaging with other people’s accounts of how they have
successfully—or unsuccessfully—managed their chronic pain may
provoke anxiety, unrealistic expectations, and feelings of vulnerability,
guilt, or inferiority. Finding information that surprises or shocks can be
particularly debilitating if encountered while the reader is already feeling
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vulnerable. The nature of online communication means that certain
viewpoints can dominate discussion and, as this woman points out, look-
ing for support online does not necessarily mean that support will be

found:

But sadly I think the more you ask the more you realise that there isn’t
always an answer and that can be quite difficult because you think, in this
day and age of technology, that there will be an answer, there must be an
answer, but there isn’t always and thats difficult.

CP15 (female, aged 42 years)

Maintaining Relationships

The third domain concerns relationships, both online and offline.!
Chronic pain interferes with every aspect of a person’s life and the parallel
identities of ‘patient’ and ‘person’ can be hard to manage; offline relation-
ships can suffer. A woman with abdominal and pelvic pain following an
appendectomy explained that her condition affected her old friendships:

It’s like, sometimes I've felt that I've got this secret little world that no one

else knows about because you, I don’t mention it usually and they don’t

mention it and it’s like we are pretending nothings actually going on.
CP16 (female, 25 years)

Friendships can sometimes feel one-sided and people said that pain
often dominates their thoughts and puts enormous pressure on the emo-
tional and physical sides of intimate relationships. One woman who had
been in a car accident was aware that her persistent pain could be boring
or depressing for others to hear about.

If you are letting off steam with the same person day in and day out, they
are going to get tired of it. I think I would get tired of it. So it’s trying to
strike a balance is also very difficult. Sometimes I have to just shut my
mouth when I am in pain.

CP06 (female, aged 27)
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Making new friends can be difficult for people in chronic pain who
may not want to explain personal limitations. The reality of living with
an ‘invisible’ condition could be stressful and stigmatising. People wor-
ried about looking like ‘frauds’ and, as one man diagnosed with arach-
noiditis pointed out, it was easy to feel self-conscious and guilty, even
around friends and family:

And I think even with close personal relationships, when they see you
being completely normal because you're in full distraction mode. You are
absolutely not thinking about the pain. It’s hard for them to believe that

there’s actually anything the matter with you.
CP48 (male, aged 61)

Engaging with experiential information from similar others online
provides another emotional outlet, helping to separate and maintain
what can feel like juxtaposed life roles. People used the Internet to find
new ways to successfully manage their ‘illness’ identity and ‘everyday’
identity. However, whilst going online to find others is relatively easy, the
construction of online relationships differs from offline interactions.
Online, people may provide lengthy and intimate detail of their health
condition without explanation or justification. This approach may be
taken to frame their authenticity as a person living with pain and could
also be therapeutic and helpful in forging and integrating a new diagnosis
into their life. But it is a strikingly different approach from that found in
offline introductions.

Immersion in online, niche support communities can lead, paradoxi-
cally, to offline isolation. Opportunities to invest in face-to-face social
contact may be lost if people over-invest in online relationships with
those who ‘really’ understand them. A related idea suggests that online
activity enables people to refine, personalise, and selectively construct the
content and delivery of all the information they receive'' and, as a result,
people are rarely exposed to ideas that challenge their own ways of
thinking. This can be damaging within the context of managing dual
identities: instead of online and offline relationships supporting each
other, they become opposed, with ideas, information and potential mis-
understandings entrenched and unchallenged. In addition, if the online
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help-secking evokes helpless and gloomy responses, there may be a lack
of encouraging ‘upward comparisons’'> A woman with long-term spinal
pain said that her condition left her house-bound and reliant on online
support. She went online ‘for actually some physical contact with other
people that have been through the same thing as me’ but found that it
became important to ‘not really give too much of myself to them’
explaining

Because I am quite proactive and positive, I don’t want to really dwell on
the bad things and I found, in some cases, certainly not in all, but in some
cases, the support group seems to be about sharing the bad things rather

than sharing strategies and good aspects of management of the pain.
CP42 (female, aged 24 years)

This was echoed by another woman who had damage to her spinal
cord caused by Chiari malformation and syringomyelia. She described
the subtle way that negativity pervaded many of her online encounters:

But I did get the information like the drugs that I am now on from some-
body in America from the forum so it was useful as well. But once I was in
my higher mood after going onto the Neurontin I decided I didn’t need to
read two hundred e-mails a day from people who were obviously not very
uplifted themselves. So I stopped using the forum.

CP23 (female, aged 30 years)

Experiencing Health Services

The fourth domain from Ziebland and Wyke’s conceptual review con-
cerns how engaging with other people’s experiences online can influence
how people use health services,' for example, whether to have treatment
and what treatments to request or avoid."”” Contemporary neo-liberal
health care policies encourage patient choice. Increasingly, people engage
with online commentary, feedback, and check other people’s ratings of
hospitals and clinicians via chat rooms, forums, or social networking
platforms. This information can be an effective prompt to actively seek
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out good treatment and patients are often motivated to maintain a rela-
tionship with an individual health care professional. This introduces
space for dialogue about information found on the Internet.

An informed patient can approach the health consultation with
increased confidence and improve the efficiency, experience, and out-
come of the consultation; knowing more about how other people have
described their symptoms online can reassure that no action needs to be
taken or can offer tips and advice on how to articulate a concern when
seeing a doctor. Doctors are becoming used to (and less alarmed by)
patients coming in with knowledge gleaned from the Internet. A woman
with chronic post-operative abdominal pain said:

I've found it really helpful to get more information on the Internet and I
think doctors are kind of getting more and more used to the fact that their
patients will know more about their own condition and a lot of them wel-
come you coming up with ideas. I mean I've had doctors say to me “What
do you think’s wrong with you. Have you managed to find anything on the
Internet that you think it could be?” And I think that’s good, you know,
that they let you have your input.
CP16 (female, aged 25 years)

Having seen the doctor, people may go online to validate and check
advice; this process of engaging with treatment options and alternatives is
highly proactive and may help patients to approach difficult situations
with more confidence. One woman described how she had satisfactorily
managed the process of going in for neck surgery and a subsequent unex-
pected outcome:

I mean I knew exactly the procedure I was going in for, I knew why they
were doing what they were doing and, when I didn’t have the expected
result after surgery, I was in fact able to go onto the Internet and find out
why that might be the case. And then, when I went to the doctors, went
back to the hospital, I was able to ask quite probing questions.

CP15 (female, aged 42 years)

The Internet often facilitates communication between patient and
health care professional. Alternatives to a face-to-face consultation have
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shown promise in offering continuity of care where numerous face-to-
face consultations would be impractical. For patients accessing a pain
management unit in a hospital, when given access to a health care profes-
sional via email, they reported better communication with the health care
professional and better overall satisfaction.' The use of telephony by
patients with chronic musculoskeletal pain in primary care settings led to
both clinical improvement of pain scores and greater satisfaction with
pain medication."”

People with chronic pain are sometimes prompted to go online in
response to unsatisfactory encounters with health care professionals.
With no explicit, visible symptoms, people talk about their pain not
being taken seriously, or of being aware that their GP sees them as a
‘heart sink’ patient One woman with osteoarthritis said that her doctor
viewed her pain as a uniquely physical symptom, with no acknowledg-
ment of the emotional impact her pain was having on the rest of her

life:

They were only interested in the bit that they were interested in as though
I was, you know, I could be chopped up as this is, you know, as though all
parts of your body weren't related.

CP13 (female, aged 63 years)

Lack of interest, time and knowledge are oft-cited reasons for patient
dissatisfaction, as one man with long-term back pain explained:

But I don’t seek medical help for pain. I wouldn’t, wouldn’t even think
about it now. Its, it’s sort of not in my vocabulary.
CP30 (male, aged 66 years)

For people with chronic pain, interacting with health care profession-
als can be a difficult experience.'® Although many people report a positive
response from their doctors to active online information seeking, as many
again describe strained clinical relationships and reluctance on the part of
health care professionals to acknowledge the validity of information
taken from online sources, especially if those sources are peers rather than
more traditional medical websites. Engaging with online information
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may result in overly raised expectations about what can be achieved or it
may result in anxiety if particularly vivid or negative stories damage a
person’s confidence in health care professionals or a particular treatment
option. Another concern is that of ‘cyberchondria’”'®: patients can now
research any and all symptoms of a rare disease, illness or condition, and
manifest a state of medical anxiety. Over-identification with other peo-
ple’s experiences of illness and treatment can lead to increased use of
health services by anxious patients.

Despite evidence to suggest that health care professionals are becom-
ing increasingly used to online searching entering the offline consulta-
tion, health care professionals are still learning to understand their
patients’ interaction with the Internet. They are often sceptical about the
quality and content of the information found online.” Attempts have
been made to classify the way health care professionals respond to the
Internet empowered patient. McMullan® described three responses to a
patient that brings information to the consultation: (i) the health profes-
sional feels threatened by the information the patient brings and responds
defensively by asserting their ‘expert opinion’ (health professional-centred
relationship); (ii) The health professional and patient collaborate in
obtaining and analysing the information (patient-centred relationship);
(iii) The health professional will guide patients to reliable health informa-
tion websites (Internet prescription)’.

For chronic pain, the reality is somewhere in between, with the
interface between health care professional and patient still changing
and developing, moving beyond the notion of a patient with a print
out. The introduction of newer mediums, such as social media, has
impacted on this. For health care professionals the Internet can become
a place for them to express their own sentiment about chronic pain
conditions, sharing their views via social media. This raises serious
questions about how patients might interact with such sites. One
example, a site from the US aimed at health care professionals, makes
derogatory comments about patients suffering the condition fibromy-
algia. This behaviour might be seen to undermine a tool that is useful
to patients, in the way that it allows them to find information and feel

supported:
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End stage fibromyalgia (ESF), affects 1 in 100,000 Americans nationwide.
They frequently suffer short employment expectancy, have one of the high-
est anaphylaxis rates to NSAIDS, and frequently are placed in hospice care,
otherwise known as Internet comment forums.

Gomer Blog (2014) (http://gomerblog.com/)

Consequently, the notion of the Internet forum as a safe space for
patients might be queried. The increasing role of social media brings into
question previously held ideas about the boundaries between health care
professional and patient. Both professionals and patients are learning to
negotiate these new spaces.”!

Learning to Tell the Story

The fifth domain from the conceptual review is ‘learning to tell the story’.!
According to Greenhalgh,** storytelling may lead to a highly significant
improvement in patient enablement in certain chronic disease contexts.
The immersive nature of storytelling allows the effective communication
of well-timed practical and emotional information. There is a growing
realisation that patients and service users are a rich source of health care-
related stories that can affect, change, and benefit health care delivery and
clinical practice.”® Learning to tell the story is less about ‘what” informa-
tion is shared and more about ‘how’ it is delivered, with the onus on learn-
ing a new and useful vocabulary. Nutbeam?* distinguishes between what
we now routinely call ‘health literacy—the degree to which individuals
have the capacity to obtain, process, and understand basic health informa-
tion and services needed to make appropriate health decisions—and the
consequences of developing a rich and contextualised vocabulary. The
ability to tell a pain story well serves dual purposes: recursive (re)construc-
tion of a coherent narrative may lead to enhanced self-awareness and
understanding of our own situation® as well as being able to communicate
a relevant story concisely to health care professionals. In addition, clear
communication may enable us to elicit appropriate support and under-
standing from friends and family or via online resources. It is relatively
easy to share a story on an online forum and doing so can feel empower-
ing, especially if the story provokes positive comment or feedback.
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People interviewed for the chronic pain project described the difficulty
in coming to terms with the reality of pain as a permanent part of their
life. The alternative was thought to be pointless anger, aggression, and
bitterness that could ruin the person’s life and destroy their most impor-
tant relationships. Constructing a coherent narrative and learning to tell
it can be part of the healing process. One woman with lupus described
how difficult it was to find the right words to talk about her pain:

Whereas pain can never really be described, it’s either unbearable or its
bearable, but to actually describe the pain is a very hard thing to do.
CPO1 (female, aged 56 years)

Another woman with osteoarthritis said that her upbringing and age
added to the difficulty of communicating her pain to health care
professionals:

I'm not very good at asking, asking for things I think and also you know
when you are in the, I guess I was brought up in an age when doctors were
just nearly God and you didn’t ask these questions and’ I'm a bit better now
but I'm sdill finding, I still find it quite hard when I'm in their presence I
suppose.

CP13 (female, aged 63 years)

People rarely go online with the explicit intention of learning a new
vocabulary for their pain; rather, it is part of an accumulative learning
process that comes from immersing oneself in relevant information and
observations of others’ accounts. Bury? calls these people’s accounts of
their experience of illness ‘factions’, a heavily interpreted combination of
fact and fiction subjectively presenting the story in a particular light.
Written by people we dont know and will (probably) never meet,
encountering multiple stories and multiple ways of telling a story may be
confusing. It could even prevent people from forming their own narra-
tive, especially when stories are written in a particularly articulate or com-
pelling manner. There could also be negative consequence if other
patients stories were formulaic or dull. One woman said she was disap-
pointed in the stories she had encountered online: instead of developing
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a better understanding of her illness and how to communicate it, she
found herself inundated by a large amount of well-intentioned but
unhelpful email.

In fairness, I did find out some information because you could just put an
e-mail message out and everybody got it so you'd get you know, you could
get anything from two replies to two thousand relies replies if everybody
had an input in to your particular query. You also got to see other people’s
queries and replies to them. So you did pick up a lot of information but
there was a lot of just sort of patting on the back trying to lift your ego type

stuff.
CP23 (female, aged 30 years)

When people share an illness narrative in a space as public as the
Internet, it tends to be with the explicit intention of inviting response.
Responses may be negative or non-existent: people may respond with
ridicule, correction, or flaming or may simply not respond at all, which
can be particularly demoralising.

Visualising lliness

The sixth domain described in the conceptual review concerns the ‘visual’
presentation of health experiences online." Images on health websites are
typically included as part of the overall design or aesthetic framework
rather than for any perceived value in the communication of health infor-
mation. There may seem to be an inherent contradiction in the idea of
using imagery in the context of chronic pain, given the ‘invisibility’ of the
condition. People with chronic pain talk about the difficulty of convey-
ing the reality of living with a condition that often has no explicit physical
marker. Images of dermatological conditions or weight loss can help peo-
ple compare and evaluate the outcomes of different treatments or pro-
gression of an illness but this is not the case with chronic pain. However,
seeing people living with shared conditions can be an important part of
feeling supported and reducing perceived isolation; this is particularly
pertinent if the experiences that resonate come from people ‘like you’. In
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the context of a condition such as chronic pain, helpful visual images
may come in the form of videos of people talking about their condition;
practical visual imagery may show how to use walking aids, or the online
demonstration of exercise and relaxation techniques which can be useful
for modelling helpful activities and behaviours.

The invisible nature of pain leads inevitably to attempts at illustration.
Mexican painter Frida Kahlo is considered to be one of the most impor-
tant ‘pain artists’, her art often depicting graphically her lifelong struggle
with pain following a serious accident in her youth. Contemporary artis-
tic expression such as www.painexhibit.org serves the purpose of facilitat-
ing communication between those with chronic pain and a wider
audience. The Pain Exhibit (www.painexhibit.org) is an online educa-
tional gallery from visual artists who used their personal experiences of
pain to create images that are both evocative and troubling. Art elicits an
emotional response and this is carried forward in today’s digital society,
with social media platforms such as Instagram, Tumblr, and YouTube
playing an increasingly important role in the visual communication of
pain. Expressive imagery such as meme and video allows for the immedi-
ate communication of pain in ways beyond that of the factual or bio-
medical, and often uses blunt sarcasm and humour as a way of conveying
sensations that are difficult to vocalise or describe.”

Changing Health Behaviours

The seventh and final domain identified by Ziebland and Wyke' is the
potential effect on health behaviours. The power of the testimonial has
long been recognised as a valuable tool in the art of persuasion. The
advertising industry uses personal stories to generate sales; a technique
adopted in the field of health behaviour change. Health websites offering
advice and support on a variety of public health concerns such as weight
loss, smoking cessation, or practising safe sex routinely provide narratives
as a way of motivating behaviour change by breaking down resistance
and the tendency to distance or discount oneself from unwelcome
messages.
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Interview participants often said that although their lives were now
limited, they had found ways of making their daily tasks more manage-
able. Some had learned from others how to manage their activities and
minimise pain by prioritising tasks, setting goals, and pacing. People had
also picked up tips to make tasks easier. However, living well with chronic
pain is not simple. Hearing about how others have managed a problem
or a concern can build confidence and self-efhicacy, which can in turn
prompt healthy shifts in behaviour. In some cases, hearing about other
people’s experiences may reinforce unhelpful or unhealthy behaviours.
Some websites contain messages that contradict or challenge medical
advice while others feature stories of behaviour change that are so extreme
as to be demoralising. Reading about people who have ‘overcome’ a con-
dition in order to run a marathon, for example, can inadvertently rein-
force the idea that small steps towards healthier behaviours are not worth
trying.

Instead, people described learning to integrate their pain into a new
lifestyle that may involve learning as much about which behaviours can-
not be changed as which behaviours can. Interview participants talked
about learning to accept that pain was going to be a part of their lives and
that certain activities were no longer going to be possible. A man who
experienced chronic pain following a spinal stroke talked about how per-
sisting with the idea that he could perform certain activities was demor-
alising and he felt that he had wasted a lot of time trying to return to the
person he was before his stroke:

And that was a major problem at the beginning with me. It took me two
years, at least two years, to come to terms with that. Because I was always
making a target of getting back to the way I was. It’s totally unrealistic. Its
never going to happen.

CP32 (male, aged 57)

Reading online about how others had come to accept their diagnosis
helped people to develop a new set of behaviours. One woman talked
about how important it was for her to accept that the reality of her back
pain meant that she would not return to her old job:
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And most of all it was the hardest part, but I accepted that I had this damn
back, and that I would have it for the rest of my life but there was a life with
back pain and once I'd accepted that I'd, I just got on with my life and I've
got a different life now.

CP17 (female, aged 63)

Discussion

In this chapter we have drawn on a conceptual review, featuring seven
domains through which access to other patients’ experiences online might
influence health. The seven domains from the review have been consid-
ered in relation to a secondary analysis of narrative interviews conducted
with people living with chronic pain. We have found that the domains
encapsulate the online motivations and experiences of people with
chronic pain. The domain concerned with ‘visualising’ the condition
might be considered less relevant in chronic pain but (as other contribu-
tions to this volume demonstrate) the experience of pain can be repre-
sented through art, sound, and literature. Resources drawing on these
media could help fulfil the potential of this domain in chronic pain by
communicating the effects of the experience of chronic pain to others.

To contextualise these observations further, contemporary health care
narratives suggest that the role of patient comes with certain responsibili-
ties as well as rights.?® Those living with one or more long-term, chronic
conditions may find that ‘patient-centred care’ is increasingly synony-
mous with ‘self-motivated patient empowerment’. The Chronic Care
Model emphasises the centrality of the informed and activated patient
who engages readily with a ‘prepared and proactive practice team’,?’ con-
sistently self-managing conditions through a set of ‘lifestyle’ choices, such
as diet and exercise. The wider biomedical model underlines this, with its
inherent expectation that compliance with the advice given by the
physician regarding self-care ‘ought to be adhered to as a matter of indi-
vidual responsibility and duty’.”°

Online resources increasingly play a central role in this conceptualisa-
tion of the patient as a responsible and proactive consumer’® of health care
information. Indeed, with the advent of Web 2.0 and 3.0 communication
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media, the patient as consumer has evolved into patient as prosumer of
e-health resources, accessing, exchanging, and producing health informa-
tion through multifaceted participation in online self-management, self-
expression, and ‘peer-to-peer healthcare’ practices.”

Access to digital resources is a uniquely powerful tool in the context of
living with chronic illness in general: Grant et al.*® found that 44% of
900 patients with type 2 diabetes used the Internet to retrieve health
information; half of cancer patients have used the Internet at least once
to access information about their condition,* with patients under the age
of 50 years more likely to do so. Unsurprisingly, living with an invisible
or contested illness is a particularly important motivator to engage with
online resources.”” However, those living with one or more chronic dis-
eases are generally less likely to have access to online information®” and
older, male online adults of low socioeconomic status are less likely to
engage in e-health activities in general.®® Nonetheless, those who are
online are significantly more likely to be highly engaged with others via
social media, blogs, and online health discussion groups.* It is not merely
the presence of a particular chronic illness that determines the frequency
and type of Internet use, but rather the total number of chronic condi-
tions that a person lives with.?

People who do have Internet access and skills can now engage in a
complex bricolage of clinical and digital information gathering, using
online resources for their ‘privacy, immediacy [and] ...variety of perspec-
tives’.”® In the context of chronic pain, this bricolage acts as a bridge
between the worlds of clinical and personal expression. People with
chronic pain may use social media platforms such as Facebook, YouTube,
and Tumblr to address the ‘epistemic injustice’ of clinical communica-
tion®” and create safe spaces online. Social media plays a unique role in
pain communication, providing immediate, relevant, and private oppor-
tunities for people to transform ‘flesh into words’.”” The ongoing disrup-
tion of chronic illness’ is addressed by the creative remobilisation of new
resources, and social media platforms allow for what Goffman (1978)%
termed the ‘polyvocal’ expression of pain, often through expression of
humour and sarcasm via flexible, visual, and written media. Social media
in particular allows people with chronic pain to connect with others on
their own terms and feel ‘differently the same’.’
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People with chronic pain actively work towards gaining knowledge to
create a new sense of normal and make better-informed decisions, often
going online to seek out information to help them confirm that they can
trust and rely upon their physician.?" Surveys suggest more than one-
third of chronic pain patients seek out health information related to their
condition online and that 60% of patients feel more confident in the
information provided online than provided by their physician.*?

This is problematic, not least because of the evidence base, which sug-
gests that the majority of information accessed online by patients is of
poor quality.®® Patients’ digital practices are a general concern for many
health care practitioners: there is a risk of harm if patients rely on digital
resources to self-diagnose or ignore a health professional’s recommended
treatment in favour of ‘cures’ found online. A number of studies have
concluded that around 40% of UK patients or carers who attend an out-
patient clinics have used the Internet to search for health-related infor-
mation (ibid) and that those managing chronic illness are more likely to
access health care-related Internet sites than others.*? Thirty nine per cent
of patients with chronic pain have searched the Internet for pain-related
information.® It therefore makes sense that chronic pain patients form
an important subset of those who are likely to be looking at and for
online information and that digital resources relating to chronic pain
need to be fit for purpose.

Patients with chronic pain are highly motivated to seek out online
information, but digital pain-relevant information is often considered
difficult for patients, particularly adolescent patients, to read and can
often be judgemental of particular coping strategies.** Rather than leav-
ing patients to navigate the Internet alone in the hope of finding the
‘right’ information, it is increasingly recognised that health care profes-
sionals should routinely ask patients (of all ages and social backgrounds)
if they, or a family member on their behalf, use the Internet. For those
with access, the health professional should recommend reliable sites as a
starting point. Surveys demonstrate that up to three-quarters of patients
attending a Pain Centre would like to receive information about relevant
websites from medical staff.

Peer-to-peer platforms are an important tool for communicating the
experience of pain, enabling the Internet to be used as ‘a communications
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tool, not simply an information vending machine’.** The Internet has
changed many people’s experience of health and illness and will likely
continue to do so as new platforms and applications are developed in
coming years. Chronic pain can have a dramatic limiting impact on peo-
ple’s lives—relationships with health professionals, family, colleagues,
and friends can all be jeopardised by a suite of conditions that prevent
activities yet are frustratingly invisible to others.” People with chronic
pain face multiple challenges, including the need to come to terms with
the fact that a cure, or even, in many cases, an explanation, is unlikely.
When people in pain hear this news from health care professionals, they
often feel that they are not being taken seriously, or that they are not
being believed or are suspected of malingering. Hearing the same mes-
sage from other people with pain, who have found ways to manage simi-
lar conditions, can be a more acceptable conduit as well as providing the
benefits of information, practical tips, social support, and human con-
nection. Exposure to another person’s lived experience of pain offers an
opportunity for simple yet powerful comparison: it can help boost confi-
dence or allay fear and also allows a person to engage fully with their own
diagnosis by comparing and evaluating symptoms, treatments, and out-
comes with others. Hearing about how others have managed a similar
situation may impact on how a person views their own condition and
offer a new and viable way of approaching it. For these reasons, we believe
that the use of the Internet to support peer-to-peer community connec-
tions is unlikely to diminish.
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Photography and Mental lliness:
Feeding or Combating the Stigma
of Invisible Pain Online and Offline

Rebeca Pardo

Introduction

This chapter analyses the role of images in the creation of stigmatized
iconographies of illness, particularly of mental health, and how photo-
graphs can be mediators in the process of de-stigmatization and a medium
of communication and connection between peers, one without language
limits. It is the result of an investigation that has already originated sev-
eral publications in the fields of art and communication. The chapter will
focus on ethical questions about how images can feed or combat stigma,
which can be analysed using the style guides for journalists proposed by
patient and relative associations. These guides expose some linguistic
appreciations about how to write in a more sensible and conscious way to
avoid incorrect and dangerous denominations that contribute to stigma-
tization and prejudice and their proposals will be “translated” to the
visual field in this chapter. The aim is to interrogate the role of the pho-
tographer in the social perception of illness and pain, to consider whether
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the “scientific” representation of diseases in which pain is invisible is as
“objective” as it claims to be, and to determine whether the people behind
the diseases and symptoms have been ethically represented.

This chapter provides a conceptual and historical context based on an
interdisciplinary theoretical framework through discussion of themes
including illness narratives, stigma, anticipatory grief and show how con-
temporary media narratives imply that the patient is responsible for the
malady. Some illnesses, particularly mental ones, are especially sensitive to
these implications, as the pain is understood to exist only in the patient’s
mind. This chapter also focuses on explaining some essential concepts in
order to understand the difference between autobiography and self-refer-
ence and its implications in the generation and sharing of images, and in
defining the role of the affiliative look in the emotional connection of
strangers through a photograph. By tracking the evolution of the relation-
ship between photography and illness, this text addresses longstanding
questions about the role of the photographer and the objectivity of the
scientific representation of illness. Medical photographs and photojour-
nalism have played a central role in creating a visual representation of ill-
ness since the nineteenth century, offering an external vision, and for some
themes such as AIDS or mental health, they focused attention on the most
radical, violent and extreme symptoms and patients. Nevertheless, not
every illness image has stigmatizing effects, and this chapter will examine
why some seem to dehumanize the patient while others do not have the
same effect. For this reason, the research is focused on framing how mental
health images can affect the public image and the social perception of
those patients. It will be necessary to explain how these kinds of diseases
have been represented by doctors and photojournalists to better under-
stand what patients and relatives have been doing online in recent years.

If doctors’ representations focus primarily on illness and its symptoms,
photojournalists have started using images to denounce the poor condi-
tions in some mental health institutions. Photographs of a few excep-
tional cases have contributed to the stigmatization of a bigger, invisible
group by depicting them as dangerous, violent, linked to crime, fear,
danger and pain. There was an important step towards de-stigmatization
of the illness in 1961, when three books' stated that mental health
patients were human beings with an illness. Since that time, “madness”
can be seen as a cultural product.
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The other important step was the anti-psychiatry movement that also
had its influence on photojournalism (or vice versa), and in the last years,
it is important to consider the images of photojournalists with relatives
affected with mental health problems, as they have been contributing to
humanizing the iconography on this theme. Nevertheless, taking into
account that pain is invisible in mental illness and frequently chronic, the
supposed objectivity of its possible visual representation is questionable.

Due to the difficulty that patients and caregivers have in gaining a
hearing or space for their point of view in the “traditional” mass media,
this study focuses on how they have begun to represent themselves online
with digital photography, particularly phonography,” on a daily basis as
normal people with an illness, instead of just containers of a dangerous or
worrying disease. When these images are shared on social networks and
the Internet (via Instagram, blogs, etc.), they reach a level of public visi-
bility that was unthinkable before. In this context, new photographic
practices are emerging that are linked with experiences of co-presence
and the generation of new kinds of communities for sharing experiences
and communicating between peers.

Previous Research

My previous research about visual narratives of illness online and offline,?
demonstrated that self-referential and autobiographical images are usu-
ally explicit about pain and medical issues. They may also be related to
some anticipatory grief elements, particularly in Alzheimer’s cases, that
go beyond what is usually considered “photographable”. Consequently,
such images are sometimes classified as morbid or narcissistic.

In contrast with this idea, we demonstrated® that these kinds of images,
including photographs, videos and films, fight against stigmatization and
solitude by showing the more human side of illness. They depict the vul-
nerable intimacy of patients and their families/friends in homes and hos-
pitals at good and bad times, with scars and marks of pain on their bodies,
but sometimes also with smiling faces. Tenderness, happiness, fun and
good cheer are almost combative elements in the struggle against an ill-
ness and the fight for life and in the normalization and humanization of
how some chronic, terminal or degenerative illnesses are viewed.
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Thus far, my previous studies have analysed the most “normalizing”
snapshots of illness shared on social networks (such as Instagram) by
patients, associations and carers. In this context, they have also focused
on the explicit self-referential images of illnesses and diseases integrated
into family, domestic or intimate narratives offline and online and com-
pared them with other visual narratives produced by an external
photographer.

Efforts to represent the person (not the illness) and his or her context
and needs in a trustworthy, honest way occurred more frequently towards
the end of the twentieth century. Such images avoid the most radical,
stigmatizing representations and redress the absence of images of “nor-
mal” everyday moments that a patient also has over the course of a
chronic, degenerative or terminal illness.

The quantity and presence of such images is increasing significantly,
mostly in self-referential or autobiographical projects, by photographers®
who work with illness narratives within their own lives or those of their
families. These pioneering images, along with the new digital and online
context, have contributed to changing poses and clichés of “happy fami-
lies” by including in domestic narratives scenes of pain and sorrow, as
well as boring or inconsequential daily moments that together are essen-
tial for understanding the many dimensions of their lives beyond their
symptoms and illnesses.

Ethical Questions

To understand the role of images in the creation of stigmatized iconogra-
phy of illness in general, and of mental health issues in particular, this
section provides a discussion of the ethics of the visual representation of
the human being behind the pain, pathologies and symptoms.

The first issue is to clarify whether the images of violence, marginaliza-
tion and danger offered by the media represents the real group affected by
mental illness. According to the World Health Organization,” one in four
families has at least one member affected by a mental disorder, and these
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people are more likely to be victims of human rights violations, stigma
and discrimination.® However, the Confederacion Esparola de Agrupaciones
de Familiares y Personas con Enfermedad MentalP (FEAFES), referring to
WHO data, points out that less than 3% of the population diagnosed
with schizophrenia or with other psychoses commit acts of violence.'
Mental health problems therefore affect a high and increasing percentage
of the world’s population, but only a very low percentage of those with
mental health problems will commit acts of violence. However, since
journalism usually requires an item to be “newsworthy” for it to be pub-
lished, the photographs of these exceptional cases are often the only ones
in the media, and cause people to disproportionately associate the disease
with crime and violence. As the Style Guide to Mental Health and Media
proposed by FEAFES!' emphasized, the representation in the media of
people with a mental illness is usually negative and linked to the role of
“disturbed” individuals. They are identified as feared, rejected, causing
shame and punished, and the illnesses and pain they generate are associ-
ated with embarrassment. FEAFES also points out that when the infor-
mation is positive it is covered from a paternalistic perspective that
highlights needs and ignores capabilities.

Mental health representation (visual or not) is a complex, sensitive
field in which any generalization, simplification or use of symbols or ter-
minology can be dangerous. In this respect, Emily Martin, a recognized
anthropologist who has suffered the stigmas of having this type of disease,
defends the term “mental illness” against “madness” in her book Bipolar
Expeditions: Mania and Depression in American Culture.'* Similarly, the
Alzheimer’s Foundation in Spain'® states that the term “dementia” has a
very negative connotation and should only be used in medical vocabu-
lary. FEAFES' supports the use of diagnosis or “having” a specific disor-
der versus terms that label people with the adjective of their condition
such as “schizophrenic”, “anorexic” or “manic”.

All these linguistic factors can be translated into the visual field: a more
realistic and everyday image of the “patient” as a person who “has” men-
tal health problems should be provided, instead of the stereotyped, frozen
image of a “mad” person. This is more or less what people with personal
involvement with these illnesses are doing on social networks, blogs and



162 R. Pardo

reportages, but there is more work to be done on the awareness of media
and professionals who approach the problem from the outside.

The aforementioned FEAFES Guide" highlights the widespread use of
negative images in the mass media that do little to normalize mental ill-
ness. It mentions illustrations in which people with these disorders are
represented as passive beings with no social interactions that transmit
feelings of pity, loneliness, isolation or imbalance.'® As Susan Sontag
pointed out, there is a grammar and even an ethics of vision."”

FEAFES' recognizes that photographing mental illness is complex
because it involves pathologies that do not change the physical aspect of
the person. Therefore, mental illnesses are called ‘invisible’ diseases.
Furthermore, Depardon® explains that when manicomios were closed
and he asked what would happen next, the answer was “there are no more
photos to be taken, the prison is chemical now”. Elaine Scarry’s reflec-
tions about the unsharability and resistance to the language of pain® can
be added here. The lack of scars or marks may have helped the most sen-
sationalist or metaphorical images to occupy the visual void in the visual
representation of mental illness.

As Kirkman?' mentions, media coverage of Alzheimer’s disease and
other dementias is framed within three major discourses: biomedicine,
ageing and gender, which all contribute to the stereotyping of the mal-
ady. The current active presence of people with mental illnesses online
could fill an important gap highlighted by FEAFES: the underrepresen-
tation of patients as a source of information.** Therefore, FEAFES asks
the media to avoid illustrating information with the most “extravagant”
or disturbing images, those that focus only on social isolation and
lack of productivity, or those that directly arouse compassion or
rejection.”

In this attempt to change the public image of mental health, there are
some interesting initiatives, such as the AGIFES (Guipuzcoan Association
of Relatives and People with Mental Illness) photo contest entitled Enfoca
la Salud Mental** which held its fifth edition in 2016 and rewards new
ways of observing mental health and looking at people with mental and
family problems.?
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Theoretical Frameworks

As mentioned in the introduction to this chapter, two main concepts can
be used to refer to these images/projects: self-reference and autobiogra-
phy. It is important to explain the difference between them. “Self-
referentiality” (referring to oneself) has been used for general purposes
since the beginning of this study, because it is a broader concept that can
easily encompass all the works examined. According to the paradigm pro-
posed by Philippe Lejeune,? the main character, narrator and author
must be the same person for a project to qualify as autobiographical.
Depending on the illness, most of the photographs and projects analysed
were created and shared by relatives and caregivers, who are usually the
authors and even the narrators of the photo-stories. Nevertheless, the
main character is usually someone else: the patient. Carers and relatives
are secondary characters or extras in these visual narratives, which are
therefore not always autobiographical but self-referential, if only because
the authors’ refer to their own family, fear, love, loss, pain or even antici-
patory grief in Alzheimer’s cases, for example.

There are some exceptions, in which the patient is the author, narrator,
main character and the person responsible for the social media profile. It
could be said that different visual narratives are generated by different
illnesses. Some online profiles of people with eating disorders or epilepsy
try to normalize living with these illnesses. In contrast, autobiographical
artwork by David Nebreda, a Spanish artist with schizophrenia, is really
painful and questioning.

These photographic practices are emerging within the theoretical
frameworks of other disciplines such as anthropology, sociology, psychia-
try or psychology, in which illness narratives” or important concepts
such as “anticipatory grief”* have been developed. For the purposes of
the analysis below, the definition of stigma proposed by Goffman is par-
ticularly relevant: “situation of the individual who is disqualified from
full social acceptance”.?” This is complemented by Foucaults idea® that
every system of social control produces some waste that could be described
as unclassifiable and irreducible.



164 R. Pardo

The degenerative process of the patient, the chronic invisible pain or
the irremediableness of the disease can prove to be stigmatizing elements
that compound the health problem by adding social isolation. Certain
contemporary narratives exacerbate the problem by implying that the
patient is responsible for the malady.

According to Elizabeth Peel,’ the mass media contribute to the cre-
ation of opinions in this area by publishing portraits of people with an
illness that are designed to enhance the image of “innocent victims” or
people that “deserve their fatality” (or destiny). Kirkman?? agrees, con-
cluding that people living with Alzheimer’s disease are represented as vic-
tims of both illness and health services. Peel considers that British
newspapers are augmenting the concept of individual responsibility for
the development of illnesses such as dementia by suggesting that these
diseases could be prevented by a change in behaviour or lifestyle.
Responsibility for the disease is thus attributed to the individual rather
than public health. This is just one example of how new elements are
added to social intolerance that increase its area of influence every time
that the margins of what can be considered deviant behaviour are
extended.? This is what enables certain kinds of patients marginalized as
“mad” or “AIDS sufferers” to become, at certain points in time, the great
scapegoats of a society and culture that needs to feel “clean” and “disci-
plined”.?* Javier Moscoso also refers to this idea of blaming patients with
mental illness and holding them responsible when he explains that in
traditional clinical medicine pain can be observed in its physical manifes-
tations, but in mental illness the patients cannot understand the circum-
stances that seem to make them responsible for their own suffering. This
is because their experience refers to something that seems to exist only
within the limits of their consciousness.

In this context, those who need to express their pain, suffering or fears
can find a medium of communication in the image via social networks
and blogs, where they can contact peers who understand their feelings,
suffering and pain without judging them.* In these kinds of connec-
tions, what Marianne Hirsch called the “affiliative look” plays an impor-
tant role. This is a process by which a person is involved with the image
of a stranger due to the ability to adapt it to his/her own family narrative
by recognizing his/her own experiences in the photograph.* Visual
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narratives of illness do not have language barriers, so immediate connec-
tions can be made whose characteristics are similar to those of Maffesoli’s’”
emotional communities, Benedict Anderson’s*®
and even Van House’s” communities of practice.

As Gail Weiss® suggests, in this type of affiliative look, the image
becomes a place of mediation, negotiation and commitment. This is par-
ticularly important when autobiographical or self-referential images of an
illness are shared in which the important thing may not be the informa-
tion or the specific people that are depicted, but the complicity and nego-
tiation with their own processes of pain with strangers or acquaintances
who are far away. In this way, illness images shared online can become
scenarios or spaces of relationship.

In order to understand the role of these visual exchanges, another com-
plementary concept is “co-presence”, as proposed by Ito.”! People
exchange messages that Ito has called “ambient virtual co-presence”®
such as “I'm tired”, “I'm sick”, “I'm going to bed” or “it hurts” through
messaging apps on smartphones. For Ito, the aim of these types of experi-
ences is not explicit communication, since she clarifies that between
friends and relatives who are frequently in contact, the messages do not
need to be interesting or informative to be worth sending,.

imagined communities

Photography and lliness

The themes that society considers “photographable” have changed over
the brief history of photography. The visual representation of illness is a
case in point. Montse Morcate®® explains that in other periods, such as
the Victorian era, very sick or dead people were often photographed for
the family to keep a memory of them. However, these images were soon
dropped from family albums and even from the media, apart from on
exceptional occasions.

The complex relationship between photography and pain, illness and
death was widely analysed by Susan Sontag* who suggests that to photo-
graph is to participate in the mortality and vulnerability of another per-
son.” It is important to understand that “ours” will be photographed in a
more dignified, caring way,* and this is why the point of view in
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photography changes when illness is photographed by relatives and
patients instead of by external professionals (doctors or photojournalists).

The other interesting question is why some illnesses are stigmatized
and others are not. For Sontag, the real problem of illness is not only the
possibility of a death sentence, but the consideration of the “obscene”.’
In some cases, Sontag coincides with the aforementioned theories of
Peel*® and Kirkman*’ on patient blame. For her, heart disease does not
have the same connotations as tuberculosis because it relates to a mechan-
ical failure that is not taboo or embarrassing, while tuberculosis suggests
the presence of resonant, terrible life processes.”® This is why the most
frightening illnesses are those that seem not only lethal, but also dehu-
manizing.”! This is particularly important in the mental health cases that
will be analysed, and in other cases, such as AIDS or breast cancer, that
will not be discussed in detail here.

Mental Health Images

The maladies that generate this type of new visual narratives are often
chronic, terminal or degenerative. The main issues addressed in this paper
up to this point have been common to all diseases in general, but mental
illnesses, and especially Alzheimer’s, have been chosen for a more in-
depth case study. This section describes some specific characteristics that
differ from other visual narratives, such as those generated by AIDS that
are more centred on activism, or those of breast cancer that are focused
on the demand for women’s agency over their bodies.

The Beginning: Medical Images

The nineteenth century was an era marked by the works of pioneers in
physiognomy, morphopsychology and anthropometry. In positivist crim-
inology, the traits of criminals were considered extremely relevant, and
photography became an important element for forensic, judicial and/or
social protection activities. This approach is important to contextualize
medical (psychiatric) photography, as it was the beginning of attempts to
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catalogue the physical characteristics that were most closely related to the
human mind. This opened the door for psychiatrists to try to classify or
characterize mental illness in a comprehensive visual way.”? The situation
reached the point that Yayo Aznar Almazdn® even compared it with rep-
resentations of botanical species, and Julie L. Mellby** described it as a
form of “orthography of the physiognomy in motion”.

After the invention of photography in the nineteenth century, some
hospitals and/or doctors acquired basic photographic equipment so that
they could produce images to illustrate their research or medical texts.
The first photographs of this kind were calotypes made by psychiatrist
Hugh Welch Diamond® in 1851 in England. Rafael Huertas points out
that after Diamond’s work, the practice of photographing patients
became widespread and medical records and files began to incorporate
photographs as another piece of information.>

Subsequently, photography was widely used in psychiatry studies. La
Salpétriere already had a well-equipped photography studio in 1878,
and at this time the Bellevue Hospital in New York also had a photogra-
phy department. The result of these first experiences was the publication
of a treatise on medical photography in 1893 entitled La photographie
médicale: application aux sciences médical et physiologiques by Albert
Londe.”® However, Michele Ristich de Groote®® comments that “the
exacerbated symptoms of Charcot’s great hysteria disappeared when doc-
tors stopped believing in them: there are ways of being insane in each
culture”.®

Rafael Huertas considers that the Revue photographique des Hopitaux
published in Paris in 1869 was a pioneering work in the use of photogra-
phy for clinical purposes. He identifies the relevance of this type of images
in medicine for scientific communication and teaching as an important
technical novelty that revolutionized medical iconography. Photography
offered a supposedly objective image that reinforced the ideal of clinical
observation by being able to capture it through a message without a
code.®! For this reason, photographs were considered to have predictive
and probative capacity (both diagnostic and pedagogical) in an era in
which the anatomo-clinical method was applied, not always successfully,
in cases of mental disorders. The objectivity or scientific value of these
images will not be analysed here, but Yayo Aznar® believes that Diamond
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himself may have manipulated his images to enhance the visible features
of the disorder so that they better fit the definitions of the illness.

These images made by doctors and institutions, which could be
retouched and manipulated, along with paintings by artists with mental
disorders that were frequently selected or valued by their doctors, were
the basis of the model of classic visual representations of mental health
problems.

In his book about the cultural history of pain, Javier Moscoso® refers
to the counter-intuitiveness and even absurd nature of the unconscious
pain of mental illness. He emphasizes how after the most extraordinary
or visible manifestations of hysteria, for example, there was chronic, con-
stant and intractable pain that was not visible or “observable” in tradi-
tional clinical medicine. It could be added that it was also invisible to

photography.

Photojournalism: Critical Images

Photojournalism, documentaries, scientific or academic publications or
even cinema fiction have been nurtured by this iconography, which leads
us to another important question: how the stigmatized image of mental
health has been constructed. Since the beginning of photojournalism,
photography has been used as a medium to denounce certain situations,
such as the bad conditions in some mental health institutions.

In this section, we will mention some cases of this kind of photography
as social criticism. Examples include the images of treatments applied to
patients with mental health problems at Pilgrim State Hospital,
Brentwood, NY, which Alfred Eisenstaedt published in LIFE in 1938, or
images showing the bad conditions of mental hospitals in the US, pub-
lished by Albert Q. Maiseldel in 1946 in the Reader’s Digest.*

In his cultural history of psychiatry, Rafael Huertas® identified 1961
as the year that changed the theoretical framework of mental illness. In
this year, three essential books were published by Foucault,’® Goffman,®’
and Szasz®® stating mental health patients were not “crazy”, but were
human beings with an illness who had families, rights and feelings. These
books paved the way to seeing “madness” as a cultural product and to the
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emergence of “anti-psychiatry”. Questions and denials of the scientific
nature of psychiatric institutions that were observed in subsequent pho-
tographic reports are an undeniable consequence of these theories and
the surrounding social debate. At that time, asylums began to be seen and
portrayed as spaces for surveillance, discipline and social control.

As a result of this new vision of mental illness, the award-winning
photographer Raymond Depardon carried out probably one of the best-
known projects on this subject when he photographed Italian psychiatric
institutions between 1977 and 1981. The images were recently published
in the book Manicomio.”” Depardon’s black and white photographs are
hard and painful. They represent daily life inside these psychiatric institu-
tions until they were closed by a law passed in Italy in 1988. These pho-
tographs contributed to the general image of mental health associated
with the ideas that Sontag mentioned: obscene, embarrassing and dehu-
manizing processes of illness and pain. Nevertheless, the images were
instrumental in changing the institutions and the conditions for patients.
Depardon’ states in his book that Franco Basaglia told him “the psychi-
atric hospital made them [the patients] that way”, but that it was too late
for them and that exactly the same situation could be found in France
and America. Basaglia asked Depardon to take the photographs because
“otherwise people won't believe us”. Oscar Martinez and Luisa Serrulla™
even question whether the aforementioned Italian law would have existed
without the support of social documentary photography or concerned
photography.

The problem is not the intention of these photographs or the fact that
they were published, but that for many years these dramatic images
(along with the medical ones) were practically the only available public
representation of mental health and this had consequences. Socially criti-
cal images related to health issues continue to be published today,
although in recent years they are often produced in the institutions of
cultures farther from the Western world. For example, the award-winning
José Manuel Cendén Docampo photographed psychiatric hospitals in
the DRC, Burundi and Rwanda in 2006. In these cases, the image of
mental illness is linked to centres of internment, reclusion and/or deten-
tion and to cases of serious illness in which inmates are photographed
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writhing in pain or absent, violent, and/or outside of society, images that
can also be seen in cinema.”

In order to normalize and humanize the public image of mental health
institutions, using a less dramatic approach, some contemporary photo-
graphic projects have been undertaken inside residences. The focus is not
pain or the problems of institutions, but patients as people with a life and
emotional needs inside the hospital or residence. These images help to
open the debate about current care policies by focusing on the effects
they can have on somebody’s life. This is the case of Inro Oblivion:
Documenting Memory Loss from Alzheimer,” by Maja Daniels, who took
colour photographs recording the experience in an Alzheimer’s ward over
a three-year period. The images humanize the inmates with suggestive
photographs, such as those of patients standing in front of the ward’s
locked exit door. Another example is 7he faces of Alzheimers, by Cathy
Greenblat, which focuses on the activities of Alzheimer’s patients.

Other contemporary reportages have chosen to personalize the experi-
ence by following a specific person, as in Living with Alzheimers’* by
Kenneth O’Halloran. In these photographs, we see Angel Serrano and his
family in less isolated, less conventional images of mental illness, includ-
ing wide-angle shots and close-ups outside and inside the house. However,
there are some elements taken from the traditional vision of mental
health, such as aberrant angulations and contrasted black and white.
Illness in this case is not the focus; the emphasis is on family care and
solidarity.

As Allison M. Kirkman” points out, the mass media could reduce the
stigma associated with dementia, but a recent study suggests that news-
papers maintain “conventional characteristics” of this illness, as these
examples confirm.

However, the vision of mental illness in photojournalism or documen-
tary, especially in cases of Alzheimer’s disease, is closer and less obscure
when the photographers are the patient’s friends or relatives. In recent
years, there have been numerous examples of projects carried out by pho-
tographers or filmmakers who show in their images their personal experi-
ences as caregivers of a family member with mental health problems.

A clear example of this kind of images is the award-winning reportage

Never let you go’® by Alejandro Kirchuk. In his colour images, Kirchuk
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shows his grandfather caring for his grandmother who has Alzheimer’s
disease, focusing attention on the carer and the affection with which he
looks after his wife at home. A similar situation is depicted in Zhe
Sandwich Generation, made by Julie Winokur and Ed Kashi (filmmaker
and photographer) in 2006 when they brought Winokur’s father to live
at their home because of dementia problems. Daily life with the two
children of the couple and the completely dependent 83-year-old is
shown in a photo reportage and a documentary video that focuses again
on the family context, caring and moments of normal life, such as going
to the supermarket or eating. Other contributions to the de-stigmatization
and normalization of the public image of mental illness are being made
by publications showing the experience of well-known people who have
diseases such as Alzheimer’s. A clear example is the book Pasqual Maragall
Mira,”” comprising images from a mobile phone taken every day by
Pasqual Maragall, a Catalan politician,”
Alzheimer’s disease.

since he has been suffering from

Blogs, Social Networks and Common Users

Due to the difficulty patients and caregivers have in accessing as autho-
rized voices or references the “traditional” mass media to offer themselves
a different image of these illnesses, it is important to value how patients,
caregivers, relatives, friends and the organizations and associations of
which they are members have begun to use digital photography, particu-
larly phonography and the Internet (blogs and social networks) to repre-
sent themselves publicly on a daily basis. The aim is to disseminate a less
dramatic and closer/human public visual representation of their lives.”
As a consequence, they can now show themselves as normal people with
an illness (not just a dangerous or worrying illness “containers” or “carri-
ers’) in domestic, familiar images that connect with others through the
aforementioned “afhiliative look”.%

Self-referential and autobiographical images showing daily life with
illnesses such as epilepsy or dementia can easily be found on social net-
works like Instagram, usually with tags such as #awareness. The tagged
images increase the visibility of the diseases and make it easy to connect
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with other common Internet users who may share similar experiences of
pain or illness through the photographs and comments. As they are
anonymous and I would like to preserve identities for ethical reasons, I
will not provide any names here, but we can give an example of a blog
that was so successful that it was also published as a book.®' The blog was
called My Aging Fathers Decline: A Son’s Photo Journal by photojournalist
Phillip Toledano, who is a clear example of a carer of a parent with
Alzheimer’s disease (in his case from 2006 until 2010). The harshness of
this malady, which often involves anticipatory grieving, and the dedica-
tion it demands from caregivers (usually relatives) seems to create the
context for sharing daily experiences with the disease, grief and pain in
blogs. Phillip Toledano is a photographer, so his photographs are particu-
larly interesting: highly contrasted and in colour, they show us tender
moments or funny pictures of an increasingly physically exhausted father.
The blog generated an enormous response; Phillip Toledano himself
stated that he was surprised and overwhelmed by the way people inter-
acted with his story. The site was viewed by over 1.5 million people and
there were around 20,000 comments, as well as about 10,000 personal
emails.®

There are other examples, such as the blogs that were cited in previous
publications®®: Diario de un cuidador (Diary of a caregiver)® by Pablo
A. Barredo, Mi vida con el Alzheimer (My life with Alzheimer’s)®> by Isabel
Cordero, or Ella, el Alzheimer y yo (She, Alzheimer’s and me)®® by Carmen
Lucena. All of the authors were caregivers of relatives with Alzheimer’s
disease.

Stereotypes are broken in these images taken and shared by relatives or
patients online. Even daily situations such as medicalization or hospital-
ization can be tackled with humour. Selfies, family and domestic images
and close-up shots of pills or drippers show people’s everyday experiences
with illness and pain without drama, fleeing from passivity, isolation and
stereotypes. The patients and their families are shown as normal people
who love and are loved, who cry and laugh, who suffer, have fun and go
to the doctor, which normalizes the public image of mental illness and its
context. In line with Sontag’s aforementioned concerns, perhaps these
pictures contribute to dignifying pain and humanizing people affected by
mental health problems.
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Conclusions

The relationship between photography and illness goes back many years,
to the early days of the medium. At this time, institutions and medical
professionals used photography, which was considered more objective
than words, to catalogue, study and reinforce their theories and carry out
research. However, there is clear evidence that the images were manipu-
lated to make the illustrations fit the theories. These medical images pro-
vided the basis for the visual representation of certain diseases, such as
mental illnesses, which were completed with the contributions of mass
media (and cinema).

Thus, in medical journals and in mass media, the patient has been clas-
sified as a carrier of illnesses and has not been photographed as a person
but as a sick body. In addition, due to the characteristics of the visual
medium and the invisibility of pain in mental health, the images usually
reflect patients’ suffering from the most visually accessible, dramatic and
“spectacular” symptoms of their maladies. This, along with some film
clichés, creates an iconography of certain patients as violent, dangerous,
unstable or passive people, which in turn contributes to their
stigmatization.

Patients as human beings going about their daily lives were poorly
represented until the arrival of the Internet and social networks. Digital
photography and the Internet have democratized and expanded the pub-
lic image of disease, putting the visual narration of their circumstances
into the hands of the patients themselves and their closest circle, which
dignifies their experience. Hence, an interesting change is underway in
the emitters, actors, media and messages involved in the visual commu-
nication of illness and the expression of pain.

This vision of illness is closer to the daily reality of thousands of peo-
ple, is more humanized, and better portrays the lives of those affected.
However, this vision is still not projected in many media. Some organiza-
tions and associations have designed their own contests and guides that
could help to foster change in this area.

News related to persons with diseases should be represented with
appropriate images that are not morbid or extravagant, do not focus only
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on the negative, incurable or compassionate side, and do not mix mental
health, or any other disease with another type of disability or with crime
and violence.

Finally, the growing number of “domestic” images shared online by
people who lead quite normal lives with bipolar disorders, schizophrenia
or epilepsy contribute to humanizing and normalizing the previous image
of the “mad”. The authors of these images are trying to fight against the
vision of obscene pain and stigma by showing patients as simple human
beings with a medical problem. They suffer and laugh, have jobs and
families and share with us the right to dignity and control of their own
(good) image.
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ADJOIN

Trish O’Shea, Mark Wilkinson, and Jackie Jones

TRISH: The Adjoin project involved us meeting on a regular basis and
talking across a range of aspects of the disease of arthritis, why it happens
and how we treat it. Through our discussions, exchange of experience,
knowledge and understanding formed the focus, inspiration and content
for ADJOIN. Often the discussions would be driven by my questioning
in an attempt to understand Mark’s work and to gain greater knowledge
of the condition I live with. Mark gave me space, when needed, to share
my experiences and feelings. Talking about arthritis and pain is often dif-
ficult, and I am thankful that he was very understanding when on a cou-
ple of occasions talking was hard for me. Mark shared his clinical
experiences and the ongoing research he is involved in and his interest in
patient participation. Adjoin therefore explores a developing narrative
that was then interpreted and shared by me through using a variety of
media such as photography, text, drawings and objects and is both factual
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and informative as well as autobiographical and personal. The intention
is to share the resulting work with the public, with practitioners and with
patients, in order to promote discussion about the condition of arthritis
and its effects, and to promote the development of tools and techniques
that could go towards enabling sufferers to communicate and share their
experiences of the condition and of treatment, and thus help inform
shared decision making in medical practice.

As part of Adjoin, I collaborated with photographer Jackie Jones. With
Jackie’s sensitive approach and patience I explored the physicality of how
the experience of pain and restriction affects me. All the photographs pre-
sented here were taken by Jackie and, like the other visual pieces created
along the way, are also a result of a two-way dialogue about my experiences
and feelings and about my emotional reaction to having arthritis.

For the purpose of this chapter I have presented notes that I wrote as
part of the project alongside and within the factual information. Some of
the text is presented as in my notebooks, unedited, so as to present a real
sense of the creative journey. I have recorded the dialogue between Mark
and myself as a result of our meetings and that between Jackie and myself
during our photographic sessions.

I am a visual artist who uses drawing, painting, text, the object, film and
photography to present ideas and responses and often involve other people
in many of the processes. I have experience in devising and delivering cre-
ative participatory projects, working with such themes as place, identity,
culture, urban histories and the built environment. I have suffered from
osteoarthritis most of my life, becoming more aware of the condition and
the pain associated with it in my thirties. I am now fifty-six years old.

The artwork created for Adjoin was a result of a series of conversations
with Professor Mark Wilkinson (orthopaedic surgeon and researcher). I
started out on the project with some ideas about what additionally I
would like to find out and understand about osteoarthritis in general and
to share my own experiences of living with the condition. I'd like to thank
Mark for being so generous with his time, and also very patient with me
as I asked many questions! It has been a fascinating exchange and I feel
privileged to have had the opportunity to do this work. The results have
been a surprise to me—not only the physical pieces that have emerged,
but also the emotional and psychological impact. To be able to make and
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create out of a “space” that for most of the time is a negative one (suffer-
ing from arthritis) has been very healing.

The balance between conveying facts and information along with my
own personal experiences of the disease has been a challenge. I hope that
within the work the viewer can gain knowledge about aspects of osteoar-
thritis and also about my experience of living with it and managing it.
The work at times is open to interpretation. Within the context of the
brief I have allowed myself to explore my own creativity. I would like to
thank filmmaker and photographer Jackie Jones, who has been such a
supporting presence, and has also produced beautiful work.

All work that I create sparks off connections, memories, associations
and “Adjoin” has been no different. As I said to Mark one day, the showing
of work is often the beginning of something rather than the end. I hope
that because of the conversations with Mark and this creative process,
ideas can be developed in order to support arthritis sufferers and promote
active participation. There is no doubt that there are so many people
within the medical world dedicated to helping, healing and finding ways
to give relief to those who suffer from arthritis. I'd like to thank all those
who continue with the work and those who have helped me personally.

Finally, I would like to dedicate this work to my parents, both arthritis
sufferers, both strong and resilient and both helped, through joint replace-
ments, to live full lives. Sadly, my father passed away on the 2nd August
2016 and my mother on the 17th December 2016.

Trish O’Shea 2017

It has been a delightful and inspiring experience working with Trish as
the Adjoin project has developed. It has been a learning experience for
both of us along the way. I have shared some of my learning experiences
as a surgeon treating patients with arthritis, during our conversations. At
the same time, I have learnt so much from Trish that has helped me better
understand the human face of the disease.

Clinicians are generally confident in managing the care of patients suf-
fering from arthritis. However, rarely do we have the opportunity to
really get to know the person behind the disease, both their expectations
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and fears. I hope that in the bringing together of this project something
of our shared-learning experience has been conveyed.

I have a particular interest in better understanding why some patients
develop arthritis whilst others seem immune to its ravages. I am also
interested in the workings of the shared decision-making process involved
in agreeing individual treatment plans for patients. The exhibition mate-
rial aims to display something of these insights into arthritis from both
the patient’s and the doctor’s perspectives. It has been a very stimulating
journey exploring these interests with Trish, and I am very grateful to her
for sharing it with me.

Mark Wilkinson 2017

The beginning:

M: “900,000 people in the UK suffer with arthritis, the cost to the econ-
omy each year is 14 billion pounds. The cost to the NHS is 5 billion
pounds. It is the fourth biggest cost for the NHS in England and Wales.
20% of over 45’s and 40% of over 70’s have knee arthritis symptoms”.

I wrote these statistics down as Mark spoke. I had to re-read the words a
few times in order to grasp the enormity of them and what it meant. I thought
that’s an awful lot of money and an awful lot of suffering. Thats a mountain
of pain and discomfort. But where are all these people? I started to collect the
empty paracetamol packets.

T “It’s interesting how people don't really talk openly about arthritis. It
doesn’t seem to be I the public domain as with other diseases”.

M: “Arthritis doesn’t kill people. It doesn’t therefore seem a priority”.

T “Bur it kills a way of life?”

M: “Oh yes. It is the hidden disease”.

T: “That’s a lot of people suffering in silence”.

M: “Yes”.

T: “I think being able to talk about the condition, how it affects you,
makes you feel is really important. Being able to talk about the pain and
discomfort is crucial, to externalise it and share it. I think that it is
important as part of a sufferer’s treatment. Do you agree?”

M: “Absolutely. The NHS is generally good at managing diseases, but there
is also a person suffering the condition. The NHS provides space for
patient education about their condition, but, given the rush to deal with
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Fig. 9.1 Collection by Trish O’Shea

the treatment, patients can feel that the personalised element of their care
is left behind. Other organisations, such as Arthritis Care UK, provide a
forum to help fill some of this space, and promoting the opportunity for
patients, their friends, family and carers to share their experiences”.

Only relatively recently have I been able to talk about my arthritis and
how the pain affects me on a daily basis. I found to begin with that talking
about it was a very emotional experience and made me cry. I'm not alone in
that. Like anything that hurts you, or makes life difficult, that is tiring and
draining—arthritis engenders deep emotions. These emotions are often “kept
in” in order to continue. When talked about, it is only natural to reveal sad-
ness, anger, frustration and hence the tears. I accept that part of the condition
now and understand it is important to talk. Acceptance of a lot of stuff around
arthritis belps reduce the pain one suffers. I cried at times when I spoke with
Mark and he understood, and gave me time.

M: “There are 100,000 knee replacement operations each year for knee
arthritis in England and Wales alone. The great majority (80% of patients)
are very pleased with the outcome from their knee replacement surgery”.

T “Can the 80% and the remaining 20% be analysed in terms of the age
of the patients? Are most of the 80% elderly? What is ‘young’ in terms
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of the age of people who undergo knee replacement surgery? Does age
have a real affect upon outcome?”

M: “Younger patients are more likely to be dissatisfied, but this is not a
strict rule. I would say younger than 40 years of age is young for knee
replacement. There is an effect with age, with younger patients wearing
the knee out earlier”.

M: “T have a specific interest in arthritis research and how it may run in
families. About 50% of our risk for getting arthritis is due to our lifestyle
and 50% we inherit from our parents”.

T: “What is meant by environment?”

M: “Age, sex, occupation, previous injury/damage, everything that isn’t in
your DNA”

T: “Is there a gender difference?”

M: “About 60% of knee OA occurs in women and 40% in men”

1 am too young to have had a knee replacement—surely? I am too young to
have all this pain surely?  was once talking with a friend about the work involved
in living with arthritis. We talked about pain. My friend could not, just could
not, imagine living most days and often nights in pain. I said that I could not
imagine living without pain. Pain has redefined me. Pain separates me.

Walkings wimming gardening dancing sitting standing lying down getting
up bending turning sleeping making reaching stepping.

LET’S TRY to go up the stairs, go down the stairs, catch the bus, get into
the taxi, get out of the taxi, sit on the floor, get up, walk up the hill, go down
the hill, sit down, get up, get over the stile, turn over in bed, swim, get into
the car, get out of the car, get up when a goal is scored, dig the earth, stand,
reach down to the cupboard, wait. ... Lets not.

Mark: “Lots and lots of genes contribute to the condition of osteoarthritis,
but we need to understand the whole picture in order to progress towards
developing treatments that will change the experience of patients with
osteoarthritis. Using the analogy of the haystack and needles we need
more ‘hay’ in order to find the relevant needles. We need a lot more
people from whom we can collect DNA”.

When Mark mentioned haystacks, 1 thought of Monets haystacks. All
golden and rich in deep colour—warm, dense, soft, round, still, hazy and
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vivid. Then I remembered me as a child on my friends farm clambering for
hours over hay and jumping and rolling and laughing. I remembered eve-
nings in the summer sun, feeling the dying heat on my skin and bones and the
suppleness of my young body shifting and moving in between and over the
straw bales that would become the haystack. I thought about running and
how I have been unable to run in a long while now. No more running for
buses now. I sometimes struggle to walk at a good pace now.

Mark: “Research is like ‘finding signals’ in all the noise”.

Trying to understand the genetics of arthritis is difficult when it all seems
so complex, but there is an enigmatic beauty within the language—deep, deep
mystery. To realise that so much time, effort and money is going into trying to
[find the cause of arthritis is humbling. The fact that the causes of arthritis are
still somewhat of a mystery is challenging and sad. But great things are being
achieved and discovered.

How might I depict this language? How might I present the facts and
enable the viewer to understand and appreciate them? I remember my Mum
trying to teach me to knit and sew. The idea of the stitched line kept emerging.
It seemed to link to the genetic theme and the skills of the Mother being passed
on, as well as the disease of the parents being passed on. The stitched line
evoked the very real experience of being stitched up, and the resulting line in
the flesh and made me think of the surgeon as textile artist and sculptor. So, 1
began to embroider letters, words and numbers.

Chromosome 3 with rS6976 embroidered onto support bandage fabric.

Chromosome 9 close to ASTN2 embroidered onto one of my Mothers
bandages.

Chromosome 12 close to CHST 11, FTO gene, embroidered within a
circle of chain stitch.

1 asked Mark to stitch just so I could watch him use the surgeon’s needle
and thread. I gave him two pieces of elastic support bandage to join.

Mark: “There is no medication that can stop the progression of osteoarthri-
tis. The best treatment at present is joint replacement. I hope through
research we find a cure, and that advances in the understanding of the
disease means surgeons become redundant”.
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Joint replacement is truly a remarkable process giving sufferers new life and
hope. Arthritis can feel like a hopeless disease. It can create a real sense of loss.
It is a physical, emotional and psychological disease and the core of it is the
pain. Living with arthritis takes great strength and great physical and mental
Jortitude. Sufferers require encouragement, tenderness and love as well as
sometimes a combat-like stance—a “never give up” attitude.

I made “Tower of Strength” which was all the empty paracetamol packets
on top of one another, glued one by one and tied tight. On top of the tower
stood a tiny figure covered in melted wax. I drew the packets creating detailed
pencil studies. I like to ask people to really look at the seemingly mundane and
ordinary.

M: “Pain is a dominant feature of arthritis, and physical restriction is also
a symptom. Arthritis is a real burden and can cause decades of personal
disability. The emotional response to the pain of arthritis is very variable.
In some people it can be an ignoring, whilst in others it can be a cata-
strophising response. This sort of pain response has proven to be a dif-
ficult element of knee replacements”.

T: “Why? In what way?”

M: “Central pain sensitisation is a fairly common problem that causes pain
persistence in some patients, like phantom limb pain in some amputees.
Pain catastrophisation is a rare problem, but it is useful to be aware of in
patients with chronic pain sensitisation as it indicates a psychological
dimension to the problem. When one suffers from chronic pain it
becomes hard wired and persists. Touch can be a stimulus—even the
lightest of touch can be painful”.

“So is that why my legs are so sensitive and painful to touch? The slightest
knock or pressure is so painful at times it literally makes me wince. When did
this happen? Is there a cure?”

I made small figures using wax, bandage and pins. It was good to be able
to twist the shapes and therefore present an idea of discomfort.

M: “Hyper-sensitivity is one feature of ‘central pain sensitisation’ and is
how the stimulus from the knee is interpreted in the central nervous

. . . . . < b

system. This is when the brain interprets the stimulus as a ‘danger
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signal and a reaction to a noxious stimulus. Consequently, wearing
trousers, having the weight of bed covers or the lightest touch can be
uncomfortable. This involves skin and tissues and is a feature of
chronic pain”.

T: “But we all experience pain so differently and we all have different ways
of describing, measuring, assessing pain? It is a very personal
experience”.

M: “Yes, it is difficult—different people describe pain in different
ways, and some people have a greater reaction to pain than others.
Some people might even describe pain in terms of colours and
odours”.

On a scale from one to ten, how would you assess your pain now, at
this moment?

1 2 3 4 5 6 7 8 9 10

If you could draw lines to depict your pain and how it changes, what lines
would you draw I wonder?

Fig. 9.2 Sample by Trish O’Shea
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Fig. 9.3 Tower of strength by Trish O’Shea

How can I depict the pain management? How can I show how pain varies
Jfrom one day to the next? That pain is a response to a range of activities and
is not static. I decided to include a standard figure shape from a hospital

information sheet. I recreated the figure in stitched line, monoprint, collage
cut-out and incorporated text.
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Fig. 9.4 Restriction by Trish O’Shea

Making plans can be difficult. Staying positive is an ongoing challenge.
Constant management is essential. Planning ahead. Preparation (both physi-
cal and mental) is often needed in order to get the most out of events and
activities.
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REST- EXERCISE- DIET- ACTIVITY- REST- DIET- EXERCISE — REST

I love to be in water. Gliding. Weightless. Cool against the skin. Water is
the place where [ feel strong. My muscles released from the tightness. I still do
hydrotherapy exercises. I like to float on my back. I love the heat of the sauna
reaching deep into my bones.

Osteo - (prefix): Combining form meaning bone. From the Greek
“osteon”, bone.

Pain = Tears, Fatigue, Anger, Fear, Frustration.
1ears, Fatigue, Anger, Fear, Frustration = Pain.
Exercise = A sense of achievement, progress, hope. Break the cycle.

Be careful not to do too much exercise. Know your body. Know when to stop.

Balanced diet, balanced exercise, balanced rest, balanced activity. .. see-saw.

Phenotype: the physical characteristics of something living, especially
those characteristics that can be measured.

M: “Bio markers: an individual’s response to pain may be influenced by
measurable biomarkers”.

T: “Is this a genetic factor? What is a biomarker?”

M: “A biomarker is any blood, urine or other test that can be done to diag-
nose a condition or predict response to treatment. It can be genetic, or
any other thing that has predictive or diagnostic value. There are no
established biomarkers for osteoarthritis”.

T “No biomarkers for arthritis?”

M. (CNO)’

T: “Really?”

M‘ ((No)’

T ((Oh"’

M: “Despite extensive efforts, we have found only a few of the inherited
risk factors for osteoarthritis, despite knowing that it accounts for 50%
of our risk of getting the disease”.

What genes cause arthritis?
How can more DNA be collected?

Are you looking in the right haystacks?


http://dictionary.cambridge.org/dictionary/english/physical
http://dictionary.cambridge.org/dictionary/english/characteristic
http://dictionary.cambridge.org/dictionary/english/living
http://dictionary.cambridge.org/dictionary/english/especially
http://dictionary.cambridge.org/dictionary/english/characteristic
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Doing things I really enjoy helps and “being in the moment” and I love
walking in nature. Despite the occasional challenges of terrain, being in
nature is healing. Recording nature through photography or through drawing
and painting enables me to connect with something other than myself, other
than my physical state. Being in nature is healing both physically and psycho-
logically, and I think it should be prescribed.

See over there where I saw the two deer. ..

Genotype: the particular type and arrangement of genes that each
organism has. The genotype is the part (DNA sequence) of the genetic
makeup of a cell, and therefore of an organism or individual, which
determines a specific characteristic (phenotype) of that cell/organism/
individual.

Heterogeneity is a word that signifies diversity. A classroom consisting
of people from lots of different backgrounds would be considered having
the quality of heterogeneity. The prefix “hetero-” means “other or differ-
ent”, while the prefix “homo-" means “the same”.

Genome: the complete set of genetic material of a human, animal,
plant, or other living thing.

On a scale from one to ten, how would you assess how beautiful you
are, at this moment?

1 2 3 4 5 6 7 8 9 10

1 love birdwatching. Being still and silent is a wonderfully healing experi-
ence. Engaging with that which is outside of you detracts from the pain and
discomfort.

Although gardening is getting more and more difficult, I endeavour to keep
doing it. Going slower, taking time, resting, managing expectations, being
realistic, asking for help. There is nothing more satisfying than slowly and
carefully digging up your own potatoes. Or watching someone else do it for
you. And then a robin comes close. . ..

gardening growing making baking
reading walking  swimming slow dancing
[riendship Jamily Sheffield Wednesday

creativity Silm nature art music


http://dictionary.cambridge.org/dictionary/english/particular
http://dictionary.cambridge.org/dictionary/english/type
http://dictionary.cambridge.org/dictionary/english/arrangement
http://dictionary.cambridge.org/dictionary/english/gene
https://en.wikipedia.org/wiki/DNA_sequence
https://en.wikipedia.org/wiki/Genetics
https://en.wikipedia.org/wiki/Cell_(biology)
https://en.wikipedia.org/wiki/Phenotype
http://dictionary.cambridge.org/dictionary/english/complete
http://dictionary.cambridge.org/dictionary/english/genetic
http://dictionary.cambridge.org/dictionary/english/material
http://dictionary.cambridge.org/dictionary/english/human
http://dictionary.cambridge.org/dictionary/english/animal
http://dictionary.cambridge.org/dictionary/english/plant
http://dictionary.cambridge.org/dictionary/english/living
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aetiopathogenesis: the cause and development of a disease, especially
within cells

“aetio-” The Greek root for “cause”, as in aetiology.

... finding signals in all the noise. Listen to that birdsong, its beautiful.

Everything has to be done slower. Be careful.

Me: “Why am I doing this project? I must be mad”.

Friend: “Because you need t0?” Me: “I'm not sure what the point is at the
moment. I'm worried it will all seem negative and without hope”.

Friend: “Life and Art can be like that”.

Me: “I know. I'm in a process of searching for some understanding and how
to respond. I feel like I have to give greater understanding and insight
and give answers. How am I going to make Art out of all this?”

Friend: “Come on, you know by now that Art often creates more mystery
and asks more questions than it answers. That’s the wonderful thing
about it!”

Me: “That’s so interesting, Mark said that about the research he does”.

Accepting the condition and trying not to let fear take over is the challenge
and ongoing aim. Knowing that it is likely that the condition will get worse

Fig. 9.5 Pain relief by Trish O’Shea


http://dictionary.cambridge.org/dictionary/english/cause
http://dictionary.cambridge.org/dictionary/english/development
http://dictionary.cambridge.org/dictionary/english/disease
http://dictionary.cambridge.org/dictionary/english/especially
http://dictionary.cambridge.org/dictionary/english/cell
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as time passes can be frightening and worrying. Trying to avoid thinking “It’s
not fair”. Celebrate all that is good in life as much as possible. Push yourself
to do things. But also allow yourself time and space to feel what you feel, and
recognise those feelings. Talking about how you feel is healing.

On a scale from one to ten, how would you assess your self-confidence
now, at this moment?

1 2 3 4 5 6 7 8 9 10

I made a list of all the health practitioners who had helped me to heal,
fifteen different disciplines. Many individuals. I stitched their roles onto a
support stocking.

love yourself you are beautiful.

“CONFIDENTIAL” Progress Reports 2010—a collaborative piece by

photographer Jackie Jones and visual artist Trish O’Shea

“CONFIDENTIAL” is a result of conversations between Jackie and
myself about me living with osteoarthritis and the pain and restriction it
causes. Conversations continued about hospital visits over a period of
years and being examined, studied, x-rayed and questioned. The difhicult
and rather frightening decision to have a knee replacement, then the
extreme pain of the treatment and long recovery, which brings about a
“renaissance” of sorts. Text from x-ray reports was transferred onto opaque
paper and the paper attached to clip files over the photographs. The pho-
tographs of me were thus partly hidden and could only be seen as a “hazy”
presence. To see the photographs properly the viewer had to lift the paper
and look under. The colours of the cloth (and I realised only later a lot of
the shapes and forms I created with my body) were inspired by renais-
sance art. | really wanted to show people what the pain can feel like, but
was challenged as to how and why?

I was aware that Trish had arthritis, but until I worked with her on the
project I had no idea how debilitating or common it was. The brief was
to explore how we could visualise and document what arthritis felt like
through photography. As the project progressed, my understanding of



198 T. O'Shea et al.

the disease grew enormously, but I had no idea how we were going to
visualise it in a way that would interest the general public. In the discus-
sions we had once we got the go-ahead, I showed her photographs that I
liked and thought had some potential. Some of them were images of
women in unusual poses and some were photographs that looked like
paintings.

Trish wanted to be the subject of the photos so we took the plunge and
did a shoot in her small attic room. Trish bandaged up her legs, and used
other health aids that she was encouraged to use to make herself feel bet-
ter. I was fairly happy with the results, but Trish was unsure about her
head being visible. A while later we arranged the second shoot. Clearly
agitated, Trish said, “This is going to be a performance piece’, and lay
down on the floor, and tried out different ideas, including using charcoal
to draw on her legs.

I was stood raised above her, grabbing shots as she expressed how she
was feeling. She had brought some beautiful blue material and wrapped
herself up in it. Out of that shoot, one image captured our imagination.
It was Trish wrapped in material that was trailing behind her, her head
covered and her arms wrapped around herself. It looked like a painting,
and although she didnt look happy, it looked beautiful.

Around this time Trish sent me her x-ray reports from over the last few
years. | was fascinated by the language, and began extracting phrases and
sentences, none of which I understood. For the third and final shoot, we
went and bought several pieces of different coloured material. Some of
these were laid on the floor, and some were wrapped around Trish. I shot
dozens of images and afterward we went through them. I then edited the
ones we were both pleased with, ending up with 16 distinct A4 size
images.

The next problem we had to solve was how to display the text from the
consultant with the photos. We both had the same idea of using tissue
paper with the text on it, covering the photos, which were then fixed on
to clipboards evoking what would be seen on the end of a hospital bed.
To view the photos, you had to lift the tissue paper invoking a sense of
prying. The end result showed a great deal about Trish as a living breath-
ing human being, battling with a painful debilitating condition. The
clinical language written on the paper covering her, which was purely



9 ADIJOIN 199

concerned with the physical progression of the disease, provided a stark
contrast to the images. In the end, we are much more than physical
beings, and I think the photography and Trish’s other exhibits illustrated
that idea well. (Jackie Jones)

Fig. 9.6 Confidential, by Trish O'Shea and Jackie Jones



200 T. O’'Shea et al.

Fig. 9.7 Detail of confidential by Trish O’Shea and Jackie Jones

The images explore and depict the desire to escape, to float, to be trans-
formed and to be physically represented as fluid and supple, when the reality
is different. The cloth hides my body—reflecting my self-consciousness when it
comes to my body being viewed. The clinical language describes me and reveals
the gradual deterioration of bone and joint.

26/8/10 8.44am Radiology XR Right knee

There is marked narrowing of the right patella femoral joint. There is
oesteophytic lipping and early narrowing of the medial compartments of
both knees. There is possible loose body in the right supra-patella pouch.



9 ADJOIN 201

Fig. 9.8 Detail of confidential, by Trish O’Shea and Jackie Jones

At first I wanted to just try and shock people into looking at how the pain
sometimes feels. I thought I might wrap barbed wire around my knees. But that
would have been too literal and would have hindered questioning from the viewer.

16/8/11 9.59 Radiology XR Right knee
Tricompartmental osteoarthritis. Particularly severe, affecting the patel-
lofemoral joint. Similar less severe appearances on the left.

I was worried about being too intimate, showing too much. I have an

ambivalent relationship with my body. We tried things. I wrapped lengths of
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Fig. 9.9 Detail of confidential by Trish O’Shea and Jackie Jones

bandages around my knees. Binding them in order to show the sense of tight-
ness and restriction. I found this a very therapeutic act. Jackie photographed
my scarring and my swollen joints.

13/12/12 14.54 Radiology XR Both knees.

There is marked narrowing of the patellofemoral joints. There is promi-
nent osteophytic lipping of the main compartments, more marked medi-
ally with early narrowing of the medial compartment of the left knee.
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Gradually through trying things out and talking through the process it
became clear to me that as well as wanting to show the pain I also wanted to
show a sense of innerness. A sense of the pain within that is often masked. 1
also didn’t want to Shock”. I wanted to create something beguiling, mysteri-
ous and dynamic—like a visual analogy of the clinical language used to
describe the condition and the process of degeneration.

31/5/13 10.31 Radiology MRI right knee

There is complete loss of the patellofemoral articular cartilage. There is
marked narrowing of the patellofemoral joint space with subchondral mar-
row oedema in both patella and the trochlear. There is a joint effusion.
There is a large multilocular cyst anteromedial to the knee joint. Cruciate
ligaments appear intact. The menisci and MCL appear intact. There is
thinning of the articular cartilage in the lateral compartment with promi-
nent oesteophytic lipping.

We began to play with the language and the images. I looked to Renaissance
Art and the theme ‘re-birth” for colour, shape and form. Using brightly
coloured fabric and (with difficulty) pushing my body into contorted shapes
beneath the fabric we began a process of searching for the visual language to
show the sense of being trapped, for the need to escape and a sense of an inner
and hidden world, of distress masked. And yet, we wanted the images to also
depict a sense of mystery, of strength and of beauty.

14/4/14 16.27 Radiology XR right knee

There is marked narrowing of the patellofemoral joint, there is promi-
nent osteophytic lipping of the main compartments with early narrowing
of the medial compartment.

It was Jackie who came up with the idea of printing the text from the x-ray
results onto opaque paper and placing the paper over the photographs, thus
hiding the image and inviting the viewer to lift the paper to view the photo-
graph beneath and to “peer” at the image—or not.

1/7/14 17.00 Radiology XR right knee
Right total knee replacement. There are locules of gas within the subcu-
taneous tissues.
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The process of producing the photographs was a healing process in isself; a
time to talk openly about the condition and the effect upon the body as a

whole. I became more in touch with my physicality as I moved and stretched
and talked.

24/4/15 16.11 Radiology XR right knee. Right knee TKR. No complica-
tion shown.
Lethargy post TKA. ? Vit D def? TFT abnormality

... finding signals in all the noise

Trish O’Shea is a visual artist, creative engagement practitioner and educator
who utilises drawing, painting, text, print, the object and photography to pres-
ent her ideas and responses. Trish is experienced in devising and delivering cre-
ative participatory projects. Themes such as place, identity, histories are often an
inspiration. As well as developing her own personal work, Trish often involves
and works creatively with individuals and groups in many of her processes, in
order for experiences to be shared and revealed.

Mark Wilkinson is Professor of Orthopaedics at the University of Sheffield,
and an honorary consultant orthopaedic surgeon at Shefhield Teaching Hospitals
NHS Foundation Trust. MarK’s clinical work focuses on the treatment of arthri-
tis. His research work is aimed at helping us better understand what causes
arthritis, and how people respond differently to the disease. He is also interested
in developing decision aids to help patients make more informed choices about
their treatment options when facing the discase.

Jackie Jones is an accomplished video producer, TV lighting-camera operator
and photographer, and as a video producer she has worked on many educational
and training products, and also national productions happening locally. She has
worked extensively as an educator, but producing images for her own purposes
and others has been a life-long passion.
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Face2face: Sharing the Photograph
Within Medical Pain Encounters—A
Means of Democratisation

Deborah Padfield and Joanna M. Zakrzewska

The Challenge of Pain to Communication
Pain is common and difficult to communicate,"*? or reduce into the
verbal or numerical scales commonly used in clinical practice. Academics
from Scarry* to Charon® have argued that pain resists description in lan-
guage, while Biro® and Bourke” have argued conversely that it generates
language. This paper identifies the limitations of verbal language and
current standardised scores for assessing pain, arguing instead that visual
images (in particular the photograph) can elicit language and narrative
capable of expanding and improving communication and clinician-
patient interaction specifically within medical pain consultations, but
with implications for use in other contexts.

The paper focuses on a collaborative photographic project between
Fine Art and Medicine, face2face*>'° at a leading London teaching
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hospital, itself building on an earlier sciart project, perceptions of pain.'*'2
Both projects sought to develop a visual as opposed to verbal language as
an alternative vehicle for communicating and capturing pain. Contrary
to expectation it became possible to hypothesise that the images’ most
powerful potential was not in replacing verbal language but in regenerat-
ing it, catalysing new descriptors for pain from sufferers’ own worlds (as
opposed to the pre-prescribed words of the McGill Pain Questionnaire),
and highlighting the most problematic aspects of their lived experience.
The method of using visual images as a communication aid'? is proposed
as a complement rather than an alternative to existing measures, building
on methods of photo-elicitation in the social sciences and the current
growing interest in narrative medicine and the influence of the arts and
humanities on medical practice. The study builds on calls for the democ-
ratisation of medicine, arguing that the ‘humanities educate for democratic
habits and ... medicine is in need of democratization, bearing a historical
legacy of authority-led structures and hierarchical teamwork’ ">

Redefining Chronic Pain

American physician and academic David Biro argues for a redefinition of
pain to one which makes no distinction between emotional and physical
pain.’ In this context images are useful, able to collapse both within a
single image. The photograph’s ability to signify multiple meanings refutes
reductionist readings along Cartesian binaries, opening up discussions
around interpretation, significance and meaning. Biro proposes the
International Association for the Study of Pain (IASP’s) definition be
expanded to include ‘the aversive feeling of injury to ones person and the
threat of further potentially more serious injury. It can be described metaphori-
cally "> He argues this would reduce semantic confusion around pain, and
provide a better framework for managing patients, encouraging new ways
of treating them by removing a distinction between actual and perceived
damage, between physical and emotional pain. Patients’ perception of
their pain and the narrative into which they fit it thereby becomes central
to the discussion of pain.? Images can be a way of revealing this framework
and the significance of pain experience for an individual. Bourke”!¢ argues
that pain is experienced culturally and socially. Images may be a powerful
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tool for eliciting the context in which pain is experienced by an individual
and unravelling its meaning with them.

With no biomarkers, pain remains a subjective sensation relying on the
patient’s story and on the sufferer being able to express it.'” As Boddice
argues, those with pain reach not only to express it linguistically but
bodily, orally and emotionally.'® It is unlikely that medical imaging devices
will ever be able to interpret or communicate this complex integration of
corporeal and emotional experience we call pain. We are therefore reliant
on a mutually trusting rapport between clinician and patient to create an
environment in which effective two-way communication can take place.

Medical Anthropologist Arthur Kleinman argues for the value of inte-
grating ‘physiological, psychological and social meanings of pain and ill-
ness.'”?**! Narrative medicine is one means of achieving this, as it ‘a/lows
the patient to be heard, begin healing, and may be just what we need to
reduce the unequal burden of pain and improve the quality of pain care for
all’ ** Academic and physician Rita Charon, who coined the term narra-
tive medicine, claims that ‘one of the central aspects of pain medicine that is
undetectably central to all of medicine is narrative® observing that ‘built
into the very nature of narrative is that it is shared .** It is in this context
that images are proposed as a potential means of eliciting and sharing the
narrative necessary for healing—in its broadest sense.

Use of Photographic Images as a Tool
for Eliciting Pain Narratives

There has been a growing interest in the use of images, and in particular
photographic images, to elicit narrative from those affected by trauma,
illness or pain. Harrison’s review of the use of visual methodologies in
the social sciences starts from a premise that the visual has been, ‘until
recently, a neglected dimension in our understanding of social life, despite
the role of vision in other disciplines’ * This is changing, and from as far
back as artist and activist Jo Spence?**?® to more recent projects such
as those of Alan Radley,??3!32 Sara Bro*® and Johanna Willenfelt* to
current collectives such as Collen’s Pain Exhibit,?>3¢ the work of Pat
Walton exploring the everyday life of families living with chronic pain
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and its impact on interfamilial relationships, Susanne Main’s work
exploring the value of online exhibitions’” and the Flickr and Tumblr
sites examined recently by Gonzalez-Polledo and Tarr,*® photographs
are being used as vehicles through which those who are ill or in pain can
communicate their experience to others, and through which they can
seek to understand it themselves. In the face of often invisible and
intangible experience, pain sufferers have also turned to metaphor®' as
well as images,” and frequently to both. There is an innate urge to
translate the private, invisible experience of pain into something tan-
gible and visible to others, and both metaphor and visual images are a
means of doing this.

Other projects have also capitalised on the need for a visual represen-
tation of pain asking patients to draw their experience.*4!** The Pain
T project set up by pain specialist, Dr Dietmar Harmann, ran a series
of art workshops in conjunction with art therapists, where those with
pain were invited to draw or paint their experience.” There has been a
burgeoning of projects exploring digital means of representing pain
visually such as McMahon’s web-based Iconic Pain Assessment Tool—
IPAT**% and Stones” research into the value of picture-led tools for
pain management.“® Closs et al.*’ have recently attempted to test twelve
images ‘depicting sensory qualities’ of pain for their use in differentiating
between neuropathic and nociceptive pain. There is, however, an inbuilt
problematic in assessing images for their ‘accuracy’, as it could be argued
that one of the characteristics of images is their openness to different
interpretations and that there is no such thing as an ‘accurate’ or uni-
versal image.

Main argues that creative methods can be used to communicate the
experience of living with chronic pain when expression through language
fails.” Many film-makers and performance artists have offered insights
into the experience of living with chronic illness and pain, for example
Stephen Dwoskin (Pain is ... and intoxicated by my own illness), Bob
Flanagan, Martin O’ Brien, and Laura Dannequin’s performance work
based on her personal experience of living with chronic pain.”® There is
thus a trend towards making visual shareable representations of pain and
illness, which are outside the body.®!
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Reasons for Investigating Images
as an Alternative Language with Which
to Communicate or Share Pain Experience

Limitations of Current Medical Measures and Need
for An Alternative Measure for Evaluating Pain

Most current medical pain measures commonly provide pre-existing ver-
bal or numerical scales/lists to select from such as the verbal rating scale,
visual analogue scales, Brief Pain Inventory and the McGill Pain
Questionnaire (MPQ). These can fail to capture experience as complex
and multifaceted as pain, as well as failing to provide opportunities for
patients to generate their own language. The MPQ asks patients to con-
strict their experience into pre-existing formulae, a list of 78 different
adjectives. It thus denies people with pain an opportunity to create their
own metaphors using language drawn from their own social worlds. It is
in the struggle to find apposite words, to create new descriptors that more
unusual and individually significant words emerge. The subtitle of Scarry’s
seminal tome* references the making and the unmaking of the world fol-
lowing pain. A re-making of the world following pain happens largely
through language; it is vital that this language is drawn from sufferers’
own worlds—and photographs are one means of generating such
language.

Impact of Inadequate Means of Expressing or
Measuring Pain

Pain experiences are not easy to fit within the existing reductive measures
or frameworks into which the medical system tries to place them, such as
the Numerical Rating Scale (rate your pain on a scale of 1 to 10). This
serves to increase the isolation of sufferers—in turn affecting pain experi-
ence itself.*” There is now considerable evidence that pain and emotional
processing systems interact.’®?"*53* Tt follows that discussion of the
emotional impact and/or components of pain could not only reduce
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isolation but be pivotal to healing. If photographic images can catalyse
patients’ own language, it should be easier for those witnessing pain to
enter the worlds in which that pain is happening, share the burden of
pain and discuss mutually agreeable treatment plans more fruitfully.

Face2face 2008-2013

Overview of the Face2face Photographic Project,
2008-2013

The project had several strands: art workshops for clinicians and patients
to attend together; the co-creation of photographs with facial pain
patients before, during and after treatment, making visible and re-
enforcing changes patients had made in the perception of their pain; the
creation of an image resource integrating photographs from both
Perceptions of Pain and face2face as an innovative communication tool for
clinical use; a study piloting the image resource as a pack of 54 PAIN
CARDS in pain consultations,'® and an artist’s film focusing on doctor-
patient dialogue and the role of narrative, positively reviewed in the med-
ical and general press.>

In contrast to Perceptions of Pain, face2face focused mainly on facial
pain. Facial pain has all the difficulties associated with musculo-skeletal
pain, as well as additional ones specific to the face. The canvas most of us
use to express pain is the face, and yet when that canvas is itself in pain,
it is difficult to express in a way which others can read accurately.

Face2face: Research Questions
Initially the overall research question we asked was:

Could a visual language provide an alternative means for communicating
pain?

During the research and analyses we developed a more nuanced

approach, asking:
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Can, and if so, how can photographs of pain placed between clinician and
patient improve dialogue and rapport in medical pain consultations? Can pho-
tographs generate an expanded and richer vocabulary capable of bridging the
space between the person in pain and the person witnessing/treating it? Can
photographic images re-balance the patient-clinician encounter and improve
the quality of communication and interaction in the consulting room?

Aims and Methodology

A key aim of co-creating images of pain with sufferers was to make pain
visible and shareable with the hope of improving mutual understanding
between those witnessing and those experiencing pain. Individual work-
shops aimed to co-create images which, as closely as possible, represented
the pain sufferers’ unique experience of pain. The sessions (numbering
between nine and twelve) happened at three points during their treat-
ment journey; before, during or after management/treatment in order to
prevent those with pain from being trapped not just within their pain but
within a single negative image. By working with people with pain at dif-
ferent points in their management journey, we were able to produce a
collection of images reflecting a broad range of intensities and pain quali-
ties. This arc of time allowed the images to represent changes sufferers
had made in their perception of pain and to reflect a sense of movement
and transformation where present. Working at different points in the
management journey was a way of addressing the sense of stasis and
paralysis so often accompanying the language and experience of chronic
pain states, as well as a means of eliciting pertinent narrative and signifi-
cant emotion to surface to be discussed.

The basic method of co-creating images with pain sufferers has been
reported fully in several publications,'®!! but a brief summary follows.

Face2face: Sessions Co-creating the Photographs

The bulk of the creative practice of the face2face project involved co-
creating portraits or images of their pain with five pain patients from
UCLH with different types of facial pain. During Perceptions of Pain, 1
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had developed a process of co-creating images with pain patients, which
aimed to give visual form to each person’s unique experience of pain.
Combining the creativity and strengths of pain sufferer and artist enables
us to arrive together at a stronger series of images than either I or they
would have arrived at alone, able to resonate with people outside the
process. Patients who co-create images directly control how their pain is
visualised and represented to others rather than being placed on the
receiving end of the medical gaze.

The sessions were individual, mostly in rooms booked in the hospital,
but occasionally at other significant locations chosen by participants, for
example walking round London looking for derelict buildings or in a
participant’s garden in West Hampstead. All sessions were audio-recorded
and later transcribed. They numbered between nine and twelve and hap-
pened at three points during the treatment journey over a period of six to
twelve months before, during and after management/treatment. Changes
were always guided by the pain sufferer and no attempt was made to
direct the process into reflecting a ‘positive’ journey. The lengthy time
frame addressed the sense of stasis and paralysis so often accompanying
the language and experience of chronic pain.

Sessions usually began by the person with pain talking about their
experience. Questions would be posed such as how their pain might be
visualised, were there any metaphors they already had for it, could pain
be reflected through any particular materials, colours, light—or the
absence thereof—or via significant objects they had brought with them.
(All participants had been asked to bring in an object which they felt
represented something of their experience of pain.) Objects were used to
stand in as metaphors for pain, shifting the discussion towards something
with personal rather than collective meaning and providing a starting
point for the photographic process. Photographs were taken by the artist,
using a high-resolution digital camera, in discussion with the person with
pain, who often set up the objects within the frame. In subsequent ses-
sions the images would be uploaded onto a computer and reviewed
together and discussed. A selection of those deemed successful as photo-
graphs and close to the sufferer’s experience was later made by artist and
patient together. They would either then be modified following the ses-
sion either by the artist or by the person with pain through printing/
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stitching or collaging, or the photograph would be retaken during the
next session and refined, as the focus of the image and what an individual
wanted it to communicate became more clear. The process brought out
the unavoidable relationship between personal narrative and pain
experience.

Although predominantly it was objects which were used as metaphors
for pain, the photographs produced can also be seen as ‘portraits of pain’.
Very few participants depicted the actual body, although in some cases
the face or body was represented in a figurative way, but usually within
metaphoric environments. The images re-enforce Elkin’s view that ‘every
picture is a picture of the body>® though in this context it might be closer
to say ‘every picture is a picture of the self”. The process was negotiated dif-
ferently with each person who participated, and would have been more
successful at times than others in re-presenting the illness experience of
another ‘accurately’.

A selection of the images produced were integrated with images from
the earlier perceptions of pain project and used to form a pack of pain
cards designed as a communication tool for pain clinics. The impact of
piloting these cards in the pain clinics of ten experts from a range of spe-
cialities is still being analysed, but initial results suggested that changes
occur. The images appear to elicit description of the emotional impact
and components of pain as well as impacting on non-verbal communica-
tion. For example, what is also becoming apparent from observing the
consultations is that the space between clinician and patient becomes far
more active with greater non-verbal interaction and a more conversa-
tional rather than interrogative style of verbal communication. One
question is whether this can influence a more negotiated relationship
during the rest of the consultation. This is something we are currently
exploring in more depth. (For further discussion of their impact on pain

consultations please see notes.””%>%)

Results of the Co-creative Process

What became interesting was the way that the co-creative process itself
generated a different type of language and vocabulary around pain. For
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example, one patient described how she saw her pain as red and black ...

all distorted and kind of chaotic, and hopeless, an all-consuming kind of
thing. It would definitely be something thats fragmented, damaged, torn,

destroyed looking ... I feel my whole personality, who I am and what I want
to do, is destroyed. .. demolition in progress’ (Fig. 10.1). Another recounted,

‘the wires touch each other like this when the pain is most severe’ (Fig. 10.2),

another the isolation of when her family were able to go to the gym but
she couldn’t: ‘7 can’t do anything at the gym, I can’t eat healthy fruit. It like
being behind glass or Perspex; a barrier really. When its not under control I
can’t do the simplest things. Its this contact with other people. Thats the bar-
rier’. The image-making process as well as the images themselves appeared
to shift conversation away from crystallised ‘stories or histories and more
towards specific details that individuals wanted or needed to communi-
cate about their pain.

Fig. 10.1 Image of pain co-created by Deborah Padfield with Liz Aldous from the
series face2face, 2008-2013 © Deborah Padfield
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Fig. 10.2 Image of pain co-created by Deborah Padfield with Chandrakant
Khoda from the series face2face, 2008-2013 © Deborah Padfield

Discussion of the Photograph

Agency, Ambiguity and Specificities
of the Photographic Medium

In a paper discussing ways in which photographs can elicit narrative fol-
lowing a study giving cameras to hospital in-patients, social psychologist
Alan Radley noted that ‘the photographs gained their meaning from the act
that produced them; they were not meaningful only in the sense of their pic-
tured content *® Photography can be seen as not just a medium but as a
process, ‘a way of making known and shaping experience’.“ The fact that
pain sufferers were involved in producing the photographs in face2face is
perhaps important not only to them but to future patients reviewing
them in the clinic.

Photographs do not just allow us to recollect personal experience; they
also create it. According to photographic theorist John Tagg, the produc-
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tion of images ‘animates’ rather than ‘discovers’ meaning.*>® It is there-
fore vital that pain sufferers play an active role in both the creation and
the interpretation of images representing their experience. Meaning is
being both constructed and revealed during the co-creation process and
during review in the clinic. Having control over how their pain and ill-
ness is visually represented is essential for any sense of autonomy and
wholeness and any sense of responsibility in the recovery process. Control
of the lens confers power over how an illness is seen and understood by
others, as Jo Spence demonstrated so powerfully with her own illness.?®
By the time pain patients have arrived at a specialist centre, they will
almost inevitably have been on the passive receiving end of countless
medical imaging processes. Participating in the co-creation of photo-
graphic images returns agency, and it is suggested that the process can
only be beneficial when sufferers have considerable agency within it. Of
her images post-surgery, one face2face participant wrote ‘I ve started draw-
ing where I would like to be after the surgery. I found just what I was looking
Jfor, a transparent ball, that I want to put all the photographs and drawings
and pins connected with my facial pain inside and have a photograph taken
of me kicking it into the distance or throwing it into the air. They are still
there, but they are contained within the ball and I can throw it far away. 1
will have control over it. They will be trapped within the glass and I will be
outside of it, instead of behind it (Fig. 10.3).

Another reason that photographic images might help negotiate a more
‘democratised’ interaction in the clinic between patient and clinician
might be due to their ambiguity. It is easier to recognise that we all ascribe
different interpretations to photographs than to words, even though in
the case of the latter it may still be true.®* Photographs force us to recog-
nise the chasm between our different perspectives and the limits of lan-
guage available to us to cross this space. As a result we are forced to
mediate the image via language and vice versa, to unravel enough mean-
ing to arrive at a shared understanding. Photographs of pain used within
medical consultations can help equalise the physical, linguistic and meta-
phorical space of the consulting room, provoking the co-creation of new
ways of ‘knowing’ illness and pain. Patients used the images to describe
pain experience in their own words and its significance for them, for

example the image of a broken chain (Fig. 10.4), which had been
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Fig. 10.3 Image of pain co-created by Deborah Padfield with Alison Glenn from
the series face2face, 2008-2013 © Deborah Padfield

co-created with someone with back pain in the clinic elicited discussion
of the gap experienced in family relations: ‘and this one it like a gap, ...
sometimes [ feel a gap between my family ... they say they haven't got no
time ... Christmas as well not all of them is going to come’ (PK3). The same
image elicited a different interpretation in another consultation ‘iz seems
that Tve got a lot of links that dont connect (PC3). One patient used
graphic language to describe the quality and impact of pain in response
to the photographs ‘as if something is being gouged in the ear and twisting
round and round, so I picked them for that reason. This one is when its at its
most severest, like knife pains ... Thats when it gets to the point, I can’t take
no more (PA4), and another frequent refrain ‘my GP doesn't listen to me
anymore (PB3).

The materiality of the photograph as well as its ability to document in
some way facilitates empathy and validates the experience of another.
Handling the photographs backwards and forwards confers an agency on
the images in a Gellian sense—effecting and building social relations.®
In the following passage the image becomes a shared reference point:
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Fig. 10.4 Image of pain co-created by Deborah Padfield with John Pates from
the series perceptions of pain, 2001-2006 © Deborah Padfield Reproduced by
kind permission of Dewi Lewis Publishing

<CH4>What about this, card number five?

<PH4> That would bring tears and weeping from the eye and that.

<CH4> Yes, so the electric shock like

<PH4> Yes.

<CH4> The sparks flying off is, ab, giving me... or telling me a bit about what
the pain feels like. Is that what you're getting at?

<PH4> That it, yes.

<CH4> Okay. What this abour?

<PH4> That’s with the eye, you know, when itll hit the eye. I just have to hold
my eye. And then this will start weeping and that. The eye will turn red.
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<CH4> Yes.

<other UH4>Didn’t you think when you were embarrassed as well, that, kind
of-..

<PH4> Yes, it could be we're sitting having a conversation with you and all of
a sudden it would start, just no warning.

<CH4> Yes. It quite interesting you mentioned about embarrassment. 1ell me
a bit more about that.

In analysing the photographs produced during Perceptions of Pain,
Cole and Carlin argued images were able to ‘span the seemingly unbridge-
able gap between the one who suffers pain and the one who hears about
pain’®® labelling them as ‘metaphorical self-portraits’. The corporeality of
the images, the way that the images as photographic objects hold feelings
and memories of the body, creates, holds and elicits memory from both
patient and clinician. Additionally, the polysemy of photographs allows
for a multiplicity of readings revealing what the sufferer/viewer needs to
focus on at that moment. We can employ the polysemy of photographs
to help us understand experience alien to us, to tolerate complexity and
ambiguity, and the pain of not knowing, of not having an answer. Pither®’
argues that clinicians need to help patients as well as themselves to toler-
ate ambiguity, unknowing and uncertainty. The image-making and
image-reviewing processes can allow difficult aspects of experience to
enter the discussion which might not easily make their way into a medi-
cal space encouraging a toleration of uncertainty.

Face2face: Portraits of Pain: Pain and Identity

The face2face images can also be seen as ‘portraits of pain’. In a sense, they
are the opposite of Mark Gilbert’s portraits, which show the visible differ-
ences in the faces of patients following maxillofacial surgery.®® Conversely,
the face2face photographs focus on and make visible the invisible changes
in identity following pain. Very few patients chose to depict the body,
though some did (Fig. 10.5). In some ways, the portraits produced are a
fusion of objectivities as much as of subjectivities—the distance the pho-
tograph provided® was used to ‘observe’, ‘witness’ and ‘unpick’ pain
experience, rather than present it as fixed and stable. Carlin and Cole
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Fig. 10.5 Image of pain co-created by Deborah Padfield with Yante from the
series face2face, 2008-2013 © Deborah Padfield

support this argument: ‘Padfield makes the case for objectifying pain by
means of artistic representation so that sufferers can disassociate the pain from
their being.”® Photographic portraits and the identities constructed
within them are able to remain ‘unstable’, eliciting different narratives
that allow for the possibility of uncertainty and the not yet known—an
essential part of being human and perhaps of the chronic pain
experience.

This elasticity of identity is further extended through the process of
creating multiple portraits over time. Working with people at different
points in their pain journey allowed multiple and changing perceptions
of pain and identity to emerge. Aspects of experience, which perhaps
neither patient nor artist knew were there, could be revealed over time.
Could such a reciprocal relationship have implications for the clinician’s
role in the uncovering of significant narrative with and not for patients in
the context of chronic pain? Directed by the person in pain, the camera
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allowed significant moments of narrative to be revealed. Kozloff, speak-
ing of Nan Goldin’s work, describes a fluidity of ‘raw contact”' between
photographer and subject. The co-creation process at best is an example
of raw exchange, capturing through the medium of photography that
which is not normally seen; that which is within the power of the subject
to choose to reveal or conceal. Jane Fletcher describes the photographic
encounter as:

two or more people in some sort of dialogue—be it a collaboration or a battle
of wills. Two or more people co-operating with or resisting one another.?

It is in a spirit of dialogue that these images are best used in the clinic. In
other words, a key contribution of the photograph to the clinic is in the
space it creates for negotiation—for unravelling meaning together.

Reflections on the Image in Medicine

In her paper in Medical Humanities on how the diagnostic image con-
fronts the lived body in the consulting room, Stahl describes how 7he
medical image, presented to the patient by the physician, participates in med-
icines cold culture of abstraction, objectification and mandated
normativity.”

From observing the use of the face2face images within pain consulta-
tions,”!*%4 it is apparent that conversely photographs of pain co-created
with pain sufferers integrate the patient’s body into the image, allowing
their lived experience to become visible and present in the consulting
room, addressing the objectification of which Stahl speaks. The subjective
experience of pain can then become shareable within a medical frame-
work as it becomes real and visible to the clinician, currently trained to
rely on ‘evidence’ rather than narrative. Stahl asserts that the medical
image far from a piece of objective data, testifies to the interplay of particular
beliefs, practices and doctrines contemporary medicine holds dear’, conclud-
ing that 7o best treat her patient, the physician must appreciate the influence
of these images and appropriately place them within the context of the patient’
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lived experience’”* In face2face, the images were co-created with patients,
their selection in clinic made by sufferers, and it is sufferers who influence
their interpretation. Thus, instead of testifying to the beliefs of clinicians,
they testify to the beliefs of patients.

There is a potency at the intersection of pain, language and image
where new language can be born from patients’ own social and linguistic
worlds, which would not only allow patients but also clinicians to toler-
ate the uncertain, irrational nature of pain experience and move forward
together in discussing its management in the context of that individual
patient’s life.

Conclusion

Photographic images can give tangible form to confusing sensations, pro-
viding a shared aesthetic space within which to negotiate, both with the
‘other’ and with one’s attachment to previously held perceptions. It is the
collaborative search for meaning they stimulate within the consulting
room which potentially validates the pain cards as a communication tool.

Bleakley argues ‘Medicine must democratise ... improved communication
lowers patient risk in reducing medical error. The arts ... provide the media
through which such democratisation can be learned’.”

Face2face is the first in-depth project to study the impact of using pho-
tographs of pain as an intervention in clinician-patient dialogue across a
multi-disciplinary team of experts in an NHS hospital using video record-
ings which can be compared with self-reporting evaluation forms. From
the results beginning to emerge, the images appear to generate new lan-
guage enriching pain descriptions and facilitating discussion of emotional
aspects of pain significant to its intensity and prolongation for that indi-
vidual. They could also play a role in teaching healthcare professionals to
raise awareness of chronic pain and its attendant suffering. We suggest
these early findings warrant further interdisciplinary analysis/investiga-
tion to assess and validate the images as a new communication tool for
improving doctor-patient dialogue across the NHS and argue that pho-
tographic images and image-making processes should be considered valu-
able tools for democratising medical pain encounters.
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Painscapes and Method

Jen Tarr

Pain, Language and Method

In this volume, we have developed the concept of painscapes to refer to
multiple ways of seeing and navigating pain. For Appadurai, the suffix
“-scape’ indicates ‘first of all that these are not objectively given relations
which look the same from every angle of vision, but rather that they are
deeply perspectival constructs, inflected very much by the historical, lin-
guistic and political situatedness of different sorts of actors’.! Painscapes
are ‘imagined worlds’, worlds in which different aspects of pain—as per-
sonal, societal, private, public—are foregrounded. While the actors at
work in chronic pain may be different than those in Appadurai’s ‘-scapes’,
they are equally situated, equally perspectival. What we see about chronic
pain depends on the lens through which we view the painscape, but also
upon the angle, the direction and the distance from which we are view-
ing. In what follows, I will argue for the value—indeed the necessity—of
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interdisciplinarity in relation to pain. I begin with the challenge so fre-
quently discussed in work on pain communication, of pain’s fraught rela-
tionship to language, arguing that it is method rather than language that
pain resists, at least insofar as this refers to a fixed, linear and reproducible
way of working. I suggest that by taking method back to its etymological
roots as a ‘way of travelling’, we can more successfully navigate the diverse
fields—the painscapes—with which pain presents us.

Probably the most quoted lines from Elaine Scarry’s book 7he Body in
Pain are those where she speaks about language, remarking that

for the person in pain so incontestably and unnegotiably present is it that
‘having pain’ may come to be thought of as the most vibrant example of
what it is to ‘have certainty’, while for the other person it is so elusive that
‘hearing about pain’ may exist as the primary model of what it is ‘to have
doubt’ ...Whatever pain achieves, it achieves in part through its unshara-
bility, and it ensures this unsharability through its resistance to language.?

She goes on to add that ‘Physical pain does not simply resist language
but actively destroys it, bringing about an immediate reversion to a state
anterior to language, to the sounds and cries a human being makes before
language is learned’.?

Scarry’s statement has been influential because it seems intuitively cor-
rect: pain is difficult to speak about, and it can feel impossible to know
anything about the pain that another person is experiencing. Yet a great
deal of scholarly work has emerged from a variety of fields, from litera-
ture* to history’ to sociology,® suggesting that expression in language is
important, indeed central, to the experience of pain. Wittgenstein’s ‘pain
and private language’ argument suggests that in order to be expressed or
communicated, pain requires language and social interaction. As Bourke
summarises: ‘the naming of a “pain-event” can never be wholly private.
Although pain is generally regarded as a subjective phenomenon—it pos-
sesses a “mine-ness’—naming occurs in public realms”. Bourke high-
lights the role of metaphor in shaping how pain is conceptualised, and
how the metaphors used to communicate pain have shifted over time and
across cultures. Changes in the metaphorical language of pain have

occurred due to changing conceptions of bodily physiology, develop-
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ments in the external environment such as shifts towards mechanisation
and industrialisation and broader ideological shifts. The language of pain
is far from universal: Bourke points out, for instance, that the McGill
Pain Questionnaire’s English-language associations between pain and
punishment were incomprehensible to Finnish speakers when researchers
attempted to translate it.?

Beyond everyday linguistic expressions, science and medicine have also
had a difficult time pinning down pain. While we commonly understand
pain to correlate with injury or damage to a part of the body, there are
many cases of pain in the absence of injury; injury in the absence of pain;
and cases where the location of pain does not correlate with the location
of injury, to name but a few issues. ‘If the study of pain in people is to
have a scientific foundation, it is essential to measure it. If we want to
know how effective a new drug is, we need numbers to say that the pain
decreased by some amount’, argue foundational pain researchers Melzack
and Wall.” They point to the McGill Pain Questionnaire'®'" as a tool for
doing this because it is an advance on previous versions of pain measure-
ment that allow only for variations in intensity. They note that ‘to describe
pain solely in terms of intensity is like specifying the visual world only in
terms of light flux without regard to pattern, colour, texture, and the
many other dimensions of visual experience’.!* For Melzack and Wall, the
attempt to make a more nuanced language of pain available is a key step
in making pain more scientifically accessible. The MPQ has been designed
to provide reliable, repeatable measures and descriptions of pain, to aug-
ment intensity-based scales such as the Numerical Rating Scale, Visual
Analogue Scale, Colour Analogue scale or the ‘Faces” scale' often used
with children in which a series of progressively unhappy faces are used to
depict the severity of the pain.

Crawford has argued that rather than resisting language, ‘the percep-
tion, performance, meaning, and effects of pain are constituted in and
through shared discourses’.' To demonstrate this she traces the history of
how phantom limb sensations were presented in medical literature. In
the 1950s and earlier, the tingling associated with them was often
described as pleasurable or pleasant, whereas from the 1970s onward the
associated sensation is far more frequently described as pain. Crawford
points to the role of the McGill Pain Questionnaire in shaping pain’s
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linguistic expression, and shows that the language associated with phan-
tom limb sensations after the widespread adoption of the MPQ in 1975
is consonant with that instrument. She challenges Melzack’s claim to
have established a relatively universal language of pain descriptors whose
provision patients are relieved to be offered:

Aside from the unanswered methodological question of how a physician
might know the very words that he or she does not have access to, what is
of'significance here is that these descriptors are constructed as ‘acceptable’and
‘sound’ based on the administrator’s sense of the patients relief. It is not
that one should warily accept that patients are genuinely relieved to estab-
lish a shared understanding of their pain experience, but rather that the
administrator qua instrument is tapping into something authentic, some-
thing ‘out there’, something static, when in fact it is more accurate to say
that the MPQ functions to construct the qualitative dimensions of a lan-
guage of pain.”

Standardised pain measurement tools have been critiqued widely, even
as they continue to have prevalence. De Souza and Frank'® discovered
that patients’ own spontaneous pain descriptors differed from those on
the MPQ, with words like ‘shouting’ or ‘red’ indicating dimensions not
considered by Melzack. Williams, Davies and Chadury'” found that
patients often make sense of pain scales in idiosyncratic ways, for instance
by thinking through functionality or mobility when they assess whether
their pain is a ‘1’ or a ‘10" and weighing, for example, whether one part
of the body is more painful than another and if so, which pain they
should report on. Smith'® found that notes from respondents in the mar-
gins of pain questionnaires served many of the same functions, calling
forth an ‘imagined researcher’ who would be able to help interpret the
vagaries of their pain experience and from there determine whether they
had answered the questions in the desired way. Litcher-Kelly and col-
leagues found that clinical trials and randomised controlled trials of pain
treatments tended to use unidimensional measures of pain, most fre-
quently the Visual Analogue Scale.” Moreover, there was little consis-
tency in the tools used, with 28 different pain outcome tools being used
across 50 studies. Despite pain’s multidimensional nature, then, many
potential treatments are still not being evaluated in terms of their impact
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across pain’s ‘sensory, affective, behavioural, social and attitudinal factors’,
but only in terms of potential reduction of intensity, a measure which is
at best partial and at worst woefully inadequate.

In an illustrative passage in her book on living with chronic pain, Lou
Heshusius describes her thought processes on being given a Numerical
Rating Scale by her clinician:

Here we go again. What to mark. Last time I think I said my pain was a 6.
But I don’t exactly remember how bad the pain was when I circled a 6. Or,
I think: I feel only light pain right now. Perhaps I feel a 3. But five minutes
from now it may be a 2 or a 4. Becoming impatient with the scale and my
inability to get it ‘right—Dbecause getting it right is impossible—I just cir-
cle a 3. Done. I give the whole thing back to the secretary.?’

As these examples suggest, pain’s challenges go beyond merely the
problem of linguistic representation and resistance: pain perpetually
resists attempts to standardise and measure it in any consistent, coherent
way. While these tools have been validated and shown to produce rela-
tively stable results, they are often unsatisfactory for patients and fail to
capture the feeling of living with pain and the myriad ways it affects one’s
life. In short, what pain resists is not simply language, but also method.
The search for method as a replicable, repeatable path is one performed
throughout medicine as well as in much social science. These paths have
value, but they also limit our findings and what it becomes possible to say
about pain: to that which can be documented on a questionnaire, quanti-
fied on a Numerical Rating Scale or Visual Analogue Scale,”' marked on
a pain drawing during clinical assessment,* or expressed in standardised
language.'®!!

But what is a method? Etymologically, the word derives from the Latin
methodus: ‘a way of teaching or going’. Originally, one of its references
was to a path or journey, a way of travelling. This is particularly apt in
light of the concept of painscapes we have proposed. Like a landscape,
encountered on a journey, method provides a path, a way through the
painscape which can be charted, followed by others. In what follows, I
will outline several alternative paths I have taken through pain research,
attempting to bring visual and other sensory methods to bear on pain’s



234 J. Tarr

invisibility. While each of these presents an alternative version of pain to
that outlined in clinical practice, every method has drawbacks, things it
silences or makes invisible in the process of bringing other things to the
fore. My argument is not for triangulation in the classical sense, but for
multiplicity, and for recognition of the ‘messiness of phenomena like
pain. I suggest that by recognising our methods as ways of travelling, we
can better acknowledge the range of journeys it is necessary to make in
order to understand pain.

Paths Through Researching Pain Experience

I first began researching pain in the context of a project on dancers’ expe-
riences of pain and injury. Our project was set against the context that
injury rates amongst professional dancers are very high, with around
80-85 per cent of UK dancers self-reporting injury in any given year.**?
Of those injuries, the majority are chronic rather than acute.?® It is there-
fore likely that many of them were associated with pain before they
crossed the threshold into being defined as injuries. But where is that
threshold? What makes a dancer decide that something is an injury rather
than merely an ongoing pain or ‘niggle’, or the ‘good pain’ they associate
with training? Our research used a multi-method approach, drawing on
cultural phenomenology to try to make sense of how dancers distinguish
between pain and injury, and the consequences this has for their bodies
and careers. A total of 205 dancers answered a brief questionnaire and
then took part in a qualitative interview, followed by a body mapping
process using 3D images of themselves generated in a white light body
scanner and manipulated through computer software.

Each of these methods produced different results: reports of pain and
injury on questionnaires at the beginning of the interview process con-
trasted with the images created at the end of the process. The question-
naires indicated that 90 per cent of dancers in the study had been injured
at some point in their careers. By the end of the body mapping process
that number had increased to 97 per cent. A total of 46 dancers claimed
to have had no recent pain and 21 claimed to have never been injured.
From the body maps, 34 of the 46 marked recent pain on the maps, while
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six of the ‘uninjured’ participants went on to mark injuries. Many of
those who said they had only been injured once or twice went on to mark
far more than one or two sites of injury. For those who had marked five
or six injuries, in some cases fewer injuries were marked on the body map
than had been listed on the questionnaire. Overall, however, the trend
was towards increased marking of pain and injury on the body maps as
compared to the initial questionnaires.

Why did these methods not triangulate? Was it merely a case of desir-
ability bias: did participants, in the course of an interview on pain and
injury, reframe some experiences as injury in order to have more to repre-
sent or draw? Did they see this as part of ‘being a good participant™ It is
possible that this happened in a few cases, but far more frequent in the
interviews was evidence that they remembered old injuries through talking
about them—often major injuries such as broken bones and torn cartilage.
In total, the interview transcripts included 32 incidents of dancers remem-
bering injuries through the interviews that they had previously forgotten.
The mapping process, which required ‘thinking through the body’ as they
literally scanned, patted and manipulated parts of their bodies in order to
remember past pains and injuries, enabled further remembering.

In other cases, dancers redefined ongoing pains as injuries, confronted
with evidence that these pains closely resembled their definitions of
injury. The process of being asked to articulate what constituted an injury
and how it was different from pain caused many to rethink their distinc-
tions in the final act of producing a body map. The process of qualitative
interviewing, recalling and discussing their experiences of injury and
ongoing, chronic pains made them reconsider where the boundaries were
between pain and injury and how their own experiences fit with the defi-
nitions they had given. Many held competing or disparate definitions of
pain or injury. For instance, some described injury as something that
impaired function, but they might also define it as something that
stopped them from dancing, or something that was diagnosed as injury
by a medical professional, or something acute, that you ‘would know
right away’ when it had happened. A particular pain might indeed impair
function, even preventing dancing, but if it had not had a formal diagno-
sis and/or if it had come on slowly, as many overuse injuries do, the
dancer might never have identified it as an injury.
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One dancer, for example, defined injury as something acute that was
diagnosed as such by a health professional, but also knew intellectually
that this this was not an adequate or accurate definition:

Diana®”: I'm still a bit, I guess immature about that one. I'm still not com-
pletely clear about that. I hope that when T'll be, like I say, I think for me
injured is when you're in hospital and the doctor tells you this is broken or
this is sprained or you need surgery, like that’s an injury. And because I've
never, thank God, experienced that then for me I never considered being
injured.

She had, however, continued to dance with ongoing, crippling back
pain that had a significant effect on her daily life outside of class. By the
final mapping process, after a discussion in which she articulated a shift-
ing awareness and a process of coming to be somewhat more careful with
her body, she chose to mark the back pain as a past injury.

In sports science, there is evidence that injury recall after more than
twelve months is weak when measured by self-reporting on question-
naires.”® This suggests that alternative methods are needed for gaining a
more accurate or adequate picture of experiences of injury, something
our body mapping tool may provide. Yet the body scanning and mapping
process was by no means a neutral instrument. We became aware early in
the process that dancers’ self-representation was as much about their per-
ceptions and desired self-presentation as it was about an accurate view of
their bodies. This was particularly the case when they marked areas of
perceived strength and weakness. Some dancers, especially those with
ongoing pain or injuries, marked large portions of their body as weak and
very few, if any, as strong. Other dancers marked many areas of strength,
including one man who painted his entire body green (the colour that
represented strength), marking injuries and pain merely with small dots
on the affected joints! As an ageing male dancer who had succeeded in
pursuing a career long past when many colleagues had retired, he was
proud of his achievements and wanted to emphasise his strength rather
than focusing on weakness, pain or injury. In seeing the scan images of
themselves, dancers also regularly commented on the shape and size of
their bodies as represented by the scanner, and any discrepancies or
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unevenness between sides. Their responses to the body mapping itself
were mainly positive: they called it an amazing tool, said it made them
more aware or that they remembered more when they were seeing the
scan, that they found it fascinating to see themselves represented in this
way or that it showed them what they needed to work on. Two dancers
said that they could actually feel the pain whilst they marked it on the
image. For others, however, the experience was less positive: they said
they already knew their bodies well and didn’t notice anything new, or
that ‘it doesn’t feel like my body’. A few described it as ‘not nice’ or
‘creepy’ to see their bodies represented so starkly.

The problems became more serious with other dancers, as we have
documented elsewhere.”” The scanner’s software was programmed to
recognise a particular version of a body: something with two arms and
legs, capable of standing upright, responding to audio cues, and with a
relatively high contrast between their skin tone and the black backdrop
of the scanner. Poorer quality images were produced of anyone who did
not meet these criteria. This was particularly problematic in the case of
dancers with disabilities, when we had to ‘trick’ the scanner into believ-
ing they had all their limbs or could stand without support. While our
research aimed to examine experiences of embodiment, the experience
of the body scanner could also be quite disembodying for some
participants.

As this project came to an end, I became interested in how images were
used in pain mapping more broadly and in what kinds of images might
be most useful. Did the three-dimensionality of the images make a differ-
ence? Did it matter if the images were of the participants themselves?
Would line drawings be as useful and effective? With these questions in
mind, and aiming to produce versions of pain mapping that would be
more inclusive and accessible than our work with the body scanner, 1
began a pilot project on pain and visual mapping. Seven participants—
people with pain, both dancers and non-dancers, with and without dis-
abilities—participated in group or individual interviews and mapping
processes in which they could choose to mark a line drawing, sculpt a
version of themselves with plasticine modelling clay, and/or mark pain on
a digital image of themselves. What they chose to mark and how they
described their experiences was left up to them.
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Although this study involved only a few participants, their pain
descriptors were enlightening and served to further complicate my under-
standing of the relation between pain and method. Two participants,
non-dancers who experienced osteoarthritis, lacked ways of describing
pain. Their maps were relatively sparse, limited to two colours and sensa-
tions. One participant’s arthritis affected his hands so badly that he was
not able to model the clay or use the computer mouse to mark an image
of himself. This was an important reminder that even less sophisticated
technologies can enable some participants while disabling others. This
participant was nonetheless highly aware of the exact location of the pain,
and he directed me precisely as to where to mark pain on the digital
image. The second participant with osteoarthritis, when asked to think
about visual images related to her pain, remarked thoughtfully:

Elise: I've never thought about it visually. This is problematic. I've never
thought about it belonging to a part of my body, it’s simply that arthritic
pain in my knee, that arthritic pain because it’s the same sort of pain but
it’s in various different parts of my body. So I'm not thinking of my body,
I'm thinking of the pain. So that’s a kind of entity in and of itself.

This arthritic pain was not the same as previous ongoing pain she had
experienced due to a slipped disc. These pains, however, were described
by cause rather than sensation, marked as ‘slipped disc’, ‘arthritis’ and
‘broken bones’ on her pain maps. Similarly, the second participant with
osteoarthritis also described pain in functional terms related to diagnosis.
This was in contrast to the participants who were dancers, whose descrip-
tions were more elaborate and elaborated. For dancers without disabili-
ties, pain was subdivided into types: ‘injury pain’, ‘nerve pain’, ‘skin pain’,
‘old pain’, ‘historic’, ‘core’ or ‘edges’ of pain and injury, ‘mild pain’, ‘inflex-
ibility pain’ and ‘pressure pain’. Those with disabilities had descriptors
that overlapped and also extended their colleagues’ descriptors: several
also referred to the cause of the pain (‘tension due to spasticity caused by
disability’; ‘neuro pain’, ‘internal organ pain’), while others described
areas of stiffness and strength. Two participants with cerebral palsy each
described some types of pain as ‘necessary’ or ‘manageable’.
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How participants interpreted the array of images with which they were
provided depended then on their daily use of their bodies and the fre-
quency with which they encountered the limits of pain: what were they
asking of themselves? Did pain differ in different contexts? Both able-
bodied and disabled dancers, who had ongoing daily involvement with
their bodies, indicated far more detailed mental maps of pain gradations
and distinctions than the two participants with osteoarthritis, for whom
pain had only a few dimensions. Form dictated direction.

For one participant, the process of sculpting herself in plasticine was
the one that best evoked her sense of her own embodied experience. The
small figure evoked protective feelings; it made her realise what she was
doing to herself when she pushed her body to work with pain and injury
and made her want to reconsider doing so. She was able to identify with
the figure, and it made her want to be more careful with herself as well as
with the figure. The figure became imbued with some sense of herself:

Fiona: [You] can abuse your body, but when you're in charge of it in some
sort of detached way, like with the model, you suddenly realise this is my
body, like what am I doing? ...Which I wouldn’t have predicted, but now
I kind of look and say you don’t want those red splodges [of pain] or some-
thing, let’s not have those. And so it kind of makes me more aware that it
doesn’t need to be, you don’t need to be in pain if you can get out of it
somehow.

To Elise, the participant quoted earlier, however, the model seemed
too subjective and too dependent on one’s ability to sculpt. For her, filling
in the standard blank figure on the pain drawing was the most useful
form of pain mapping.

The project therefore underscored the ways that pain and other bodily
sensations are interpreted differently depending on context. How would
the pain descriptors above fit with standardised forms of measurement
such as the McGill Pain Questionnaire? Where within a pain survey
would descriptions such as ‘necessary’ or ‘manageable’ come in? Like the
respondents Smith (2008) described, participants felt compelled to
describe and explain what they meant by different sensations, and in
some cases to incorporate elaborate and nuanced distinctions between
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different types of pain: from ‘core’ and ‘edges’ of pains and injury, both
past and present, to ‘areas of strength that allow me to compensate for
weak areas’ and ‘areas of tension due to spasticity caused by disability—
but they are manageable’.

The most recent research project, Communimting Chronic Pain:
Interdisciplinary Strategies for Non-Textual Data, took up the problem of
pain and method from a different angle: what could sensory and arts-
based approaches offer to the study of chronic pain communication?
How might they enable chronic pain to be communicated, or indeed
conceived, differently?

The research examined non-textual expressions of chronic pain on
social media, looking at Flickr and Tumblr.>**" It also aimed to create
new non-textual forms of pain expression by undertaking workshops
with artists, people with pain, and clinicians. The workshops explored
drawing, sculpting, digital photography, sound and physical theatre, with
a pair of workshop leaders skilled in the relevant methods leading groups
of people with pain, a handful of interested clinicians, and the research
team through a series of activities and exercises. Each workshop began
with a round of introductions, followed by some initial explorations of
the materials under discussion. This might include a round of taking
photographs, trying out different kinds of sounds, or theatre exercises
exploring bodies in space and the relations between them. There was a
lunch break, and the afternoon portion of the workshop generally focused
on transforming the materials from the first part of the workshop in some
way, considering a change to the objects and materials as well as the rela-
tions between them.

Radley has argued that visual methods do not make any one voice
audible or any one vision visible.? Their strength is not in being a better
or worse representation of a person’s experience but rather in the different
versions of that experience that are brought to the fore. We were aware in
designing the workshops that we could not make every aspect of the
experience of chronic pain and the difficulties of communicating it visi-
ble. In particular, we did not have time for each person to give an extended
narrative around their personal experience of pain, its diagnosis or misdi-
agnosis, and treatment. Moreover, providing this space at the beginning
of the workshop would have served to highlight divisions and distinctions



11 Painscapes and Method 241

between those with pain and those without. We instead began each work-
shop by focusing on something related to the workshops themselves,
such as participants’ experiences with art and creativity, the objects they
had brought to represent pain, or what they had been thinking on the
way there that morning. As we have argued elsewhere,” this had the
effect of decentralising the narrative structure of the workshops so that,
while individual stories of pain experience were told, they were told rela-
tionally, in dialogue with others and in aid of building or producing
something together.

One of the workshops” achievements was in moving beyond the com-
mon dualism of real/unreal that plagues chronic pain communica-
tion.>*33¢ By using arts materials—images, drawings and sounds, among
others—to produce versions of pain, pain came to have a visible or audi-
ble reality outside the sufferer. Moreover, this was a reality that was pro-
duced by the person with pain, not by a biomedical system intent on
diagnosis or treatment. Through this, we were able to move past debates
about the causes of pain or the extent to which it was supported or rein-
forced by structures of an individual’s psyche. The workshops generated
wider questions about pain, negotiated, debated and contested within
the workshop space: Do you see pain as something inside you or as some-
thing that comes from outside? Do you find it more helpful to tune into
it, building awareness, or to shut it out, abstracting yourself from it? Is
the pain an inevitable part of yourself? How and to what extent has pain
shaped your personhood? Can there be a ‘you’ without pain?

Again, there were limits to these methods: producing drawings and
using visual art materials, for instance, was more accessible to those with
previous artistic training, and not all participants produced aesthetically
elegant, engaging or legible images. This is not to negate the value of
these images as a particular imagining of pain, but it does make their
analytic interpretation more complex, and means they may not lend
themselves well to being displayed outside the workshop context.
Technologies of digital photography are widely accessible and available,
but again, producing good images requires accrued technical skill which
goes beyond simply operating a camera phone. The skill of communicat-
ing pain through these methods, in ways that are accessible to others,
requires facilitation. It is not a fait accompli. The mere fact of having pain
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does not predispose one to produce good art related to pain. Indeed, pain
can halt artistic expression as much or more than it enables it.”

The methodological choices we made in this project aimed to produce
collective versions of pain communication and to see pain as relational,
rather than as stuck inside the sufferer, trying more or less successfully to
get out. Our focus was therefore on making something with and through
pain—using pain as a material—rather than on how difhicult pain is to
communicate. This is not to deny the many accounts of how pain is,
indeed, difficult to communicate, particularly in a clinical context. Nor
does it deny the tremendous value of narratives and the importance of
people with pain being able to tell their own stories.®* Rather, our work
highlighted that no one method of producing versions of pain tells the
whole and complete story. Our methods circumscribe at the same time as
they document these stories. Alternative methods, producing alternative
versions, are important, as is hearing these versions in dialogue with one
another.

Ways of Travelling Through Painscapes

Each of the methodological paths through pain that I have outlined
above is a particular way of travelling, a version that makes visible or
audible particular realities about pain. These paths have focused on the
experience of having pain, whether as part of the context of employment
that depends in part on one’s ability to determine whether everyday pains
have gone ‘too far’ or not, or for those with chronic pain where pain is an
overwhelming daily reality. In both cases, pain is a limit, but in the first
case there is a degree of control, while in the second, pain takes away
control, preventing and limiting daily activities, social interactions and
relations.

Obviously, there are significant differences in the experiences of danc-
ers working through pain, who navigate the delicate boundary between
‘good’ training pain and ‘bad’ injury pain on a daily basis, and people
with chronic pain, whose experience of pain has usually come to them
unbidden and unexpectedly. Amongst chronically injured dancers there
were stories of unsuccessfully navigating that boundary, where pushing
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too far and for too long left them suffering persistent, unremitting pain.
There were also those who worked in dance despite chronic injury or dis-
ability, whose daily experiences of pain and pushing against the limits of
their body might be more analogous to those of people with chronic
pain. Many dancers, however, had yet to learn the brutal lessons pain
teaches those who must suffer it on a regular basis.

Common to all the projects I sketched above is an emphasis on the
visual, and on producing things related to pain: a body map, a line draw-
ing, a sculpted figure, a digital image, a soundscape. Producing some-
thing outside the self, something that could be referred to in discussions
and used as a common reference point, gave pain a materiality it other-
wise lacked. Yet it materialised pain in particular ways, making particular
things visible: none of these methods captures everything there is to say
about pain communication. Rather, they enable and enact certain forms
of pain communication.

A growing body of work in science and technology studies (STS) has
documented the role of method in co-constituting its findings, both in
404142 and in social science.”%% John Law makes
the argument that ‘Method, as we usually imagine it, is a system for offer-
ing more or less bankable guarantees. It hopes to guide us more or less
quickly and securely to our destination, a destination that is taken to be
knowledge about the processes at work in a single world’.* He argues
that method has been reluctant to embrace multiplicity and uncertainty,
suggesting that ‘(social) science should also be trying to make and know
realities that are vague and indefinite because much of the world is enacted
in that way .*’ For Law, this is best performed through thinking of meth-
ods as assemblages rather than linear paths. A method assemblage includes
not only what is present or made visible but also what is absent and what
is othered ‘because, while necessary to presence, it is not or cannot be
made manifest’.*® To go back to the metaphor of method as a way of
travelling, a method assemblage would thus consider not only the choices
made along the route taken but also the routes not taken, and the routes
which were, for one reason or another, inaccessible, out of reach. This is
about more than simply considering the limitations of one’s research: it is
about embracing ambiguity. Law and Urry refer to method in this con-
text as performative: it produces a particular reality at the same time as

science and medicine
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documenting it.* If our methods perform particular realities, we can also
make choices—what Barad terms ‘agential cuts—about the realities we
produce.*' Lury and Wakeford’s notion of ‘inventive methods’ provides a
similar mode of travel, embracing uncertainty, seeing methods as devices
which do things, whose ‘use is always oriented towards making a
difference’.®

Recognising that method produces as well as documents realities is not
in any way to deny the reality of pain or the versions of pain produced by
methods, whether in the form of standardised pain tools or the more open-
ended qualitative and visual methods I have described above. There are
good reasons for seeking standardised tools with which to measure pain. As
Melzack points out, the McGill Pain Questionnaire is indeed a major
advancement on pain scales which define pain only as a number, without
recognising the variation in sensation.'” Recognising that method is per-
formative means accepting the complexity of pain, and that no version is
complete on its own. It also means making a commitment to making a
difference, to recognising the way that methods carve out and delimit par-
ticular versions of pain, and considering what might be left out, absent or
othered in these versions. This is challenging, inasmuch as it means embrac-
ing a less stable, reproducible version of method and the realities it describes.

The chapters in this volume have focused on a range of methodological
pathways, whether via online communication and dissemination of
information (Newhouse, Atherton and Ziebland); through visual images
in digital contexts (Pardo; Morcate) or clinical ones (Padfield &
Zakrzewska; O’Shea, Wilkinson and Jones); through poetry (Rosen) or
prose (Bending); through theatrical performance (Goldingay) or the log-
ics of autoimmunity (Andrews). Together, they map disparate paths
through painscapes, intersecting at some points, diverging at others. They
map territories less often described in medical accounts of pain: territo-
ries of everyday connections and empathies alongside and often in con-
trast to the politics of medical knowledge and power in clinical encounters.
They provide alternative modes of attunement, communicative frame-
works that work outside of, but also parallel to, the rating scales and
predefined terms that so often characterise pain. Together they serve to
illustrate pain’s diversity and multiplicity, and to suggest multiple ways of
travelling through the painscape.
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