Field Notes from the
Heart’s Frontier

Some Responses to the Deep in the Heart
of Your Brain Symposium at Platform,
Glasgow November 4, 2016.

Autobiography
In Jacqueline Donachie’s film installation Hazel (2016), two screens are suspended side by side
in darkness. On the right-hand screen we see a succession of five women in domestic settings
who sit silently for the camera. As we watch these women as they breathe, and occasionally
swallow, it is hard to escape the suggestion that they have been silenced. On the left, we see
a parallel series of five talking heads. These women talk calmly, frankly and openly, telling
stories of frustration and at times of unfathomable loss. They speak of disability, of changing
bodies, and of changed lives.
All the women, who address the camera directly in speech or silently in gaze, are only
identified by their first names. We slowly realise how the sometimes dissimilar appearances
of each pair of women are deceptive. Beyond the immediate registers of facial similarity or
difference, they share deeper characteristics such as eye colour or something indefinable that
may be an almost imperceptible gesture. It slowly dawns on the viewer that the women are
sister pairs. But if we can sense a trace of shared ancestry, we also note that all of the women
on the left-hand side share a mysterious resemblance that is almost familial in itself. Both sets
of women are dealing in their own private ways with the knowledge of the differences and
the similarities that the film has rendered visible. The talking sisters, on the left-hand side,
have each inherited the gene for myotonic dystrophy, a progressive neuro-muscular disorder.
The silent sisters have not.

Deep in the Heart of your Brain, the solo exhibition at the Gallery of Modern Art, Glasgow,
in which Hazel was first shown as a gallery installation, was a show about family, about ageing,
about love and lineage. It was about the best of circumstances and some of the hardest. If
Hazel is a filmed portrait of sisterhood, so too were the tall drawings of urban streetlights that
hung on the gallery walls, each bearing a familial resemblance to the others. The sculpture
of a metal pole clad in a tangle of neon rope Winter Trees III that greeted the viewer at the
entrance was a fleeting memory of Donachie and her own sister out dancing. The suspended
leg of a suit of medieval armour, that hung from the ceiling in the gallery, was both an image
of restriction and an urgent injunction never to mistake the bodily casing for the person inside.
A low box-shaped sculpture entitled Deep In the Heart of Your Brain is a Lever was made by
altering and powder-coating the metal sheets that are conventionally used to make vehicular
ramps. An orange handrail ran through the space, making awkward jumps of height and angle.
Entitled Nice Style, it suggested a route through city spaces or the way, Donachie recalls, her
father used a washing line to support himself as he walked. But it also told of the mysterious
thread of genetics, of family history, of shared endeavour and care.
As the short sequence of talking heads in Hazel comes to an end a third screen flickers into
life. Two figures walk side by side down a long corridor. Their similarities – for they are both
tall, rangy, dark-haired and dressed in black, their arms hanging loosely by their side – are
offset by minor but distinct differences in their mobility and gait. The stories in the film
mirror Donachie’s own life. This is the story of the artist and her sister.

Epiphany
The roots of autobiography in western literature lie in stories of spiritual pilgrimage and
conversion. Life writing begins as the tales of apostles and saints. Stories, at first, of the
trials of great men. Then, later, of the immeasurable suffering of women.
A life only becomes a life story, that is a matter of literature or a matter of art, in the light
of revelation and personal transformation. The life story is not just a representation of
transformation but is itself an agent of transformation. As an art form, it emerges not to
delineate the truth of its subjects’ suffering, but to turn the messy, uneven contours of the
lived life into the well-defined shape of the instructional example.
At the heart of the autobiography is the moment of epiphany, once a moment of religious
revelation, now the manifestation of meaning: a discovery, an illumination. The epiphanic way
of thinking and writing has persisted for centuries in the way we shape secular life stories. In
scientific biographies, it persists as the moment of scientific discovery. In romantic poetry, it
is Wordsworth and his daffodils. In modernist literature, it is James Joyce’s alter ego Stephen
Daedalus and the momentary lapses that reveal his inner truth. For in the 20th century, the
century of the self, an epiphany became a stripping back, the laying bare of authenticity,
often through errors, slippage or inadvertent gesture.
But what if epiphany offers neither transformation nor compensation? Neither religious
revelation or self-knowledge. Researchers working with people with life-limiting conditions
talk about the “negative epiphany” of diagnosis. In progressive or inherited conditions,
diagnosis may be a slow realisation, an agonising wait in myriad consulting rooms. It may
take years of unexplained ill health or generations of unexplained loss before a diagnostic
conclusion is reached. And what if that conclusion is life-altering in unimagined ways?
What if our life story is not a series of transformative epiphanies but instead that slow walk
down a concrete-floored corridor? How might we write or speak or show the lived life? How,
despite difference, do we remain beside our sisters?

Lightbulb
A cartoon epiphany is easily visually represented. It is the lightbulb moment. Jacqueline
Donachie calls her recent body of work on myotonic dystrophy, and her doctoral research,
“the illumination of loss”. The overhead lightbulb eliminates darkness through the even
distribution of its value. The torch, which moves selectively, tells us that beyond its bright
perimeter the darkness is still there.

Manifestation
The very idea of epiphany is dependent on a visual manifestation: a display, a reveal or a
striking appearance. But Hazel suggests that the very visibility of disability is a complex and
uneven matter. When Jacqueline Donachie invited medical experts to see the film installation
at the Gallery of Modern Art in Glasgow, she asked them if they saw the family resemblance
between the sister pairs. “They could only see the myotonic dystrophy running down the lefthand side.”
Scientists deal in cells and samples. They read the body in extreme close-up. Physicians are
taught to read the body diagnostically. Certain types of scientific gaze may seek data even
in intimacy. We think of Charles Darwin noting the facial expressions of his son William
Erasmus born in December 1839. Writing in his diary a series of scientific notes rather than
the joy of fatherhood. “During first week,” Darwin writes, “yawned, streatched [sic] himself
just like old person – chiefly upper extremities – hiccupped – sneezes sucked…” This doesn’t
mean he didn’t love his tiny son, but that he observed him as well as saw him. That he saw
in him what others did not or could not.
A lay person reads Hazel in a different way from an expert. I might read a face searching for
emotional expression, family resemblance, reassurance or meaning. In the faces of the silent
sisters, I can read everyday progressions: the different pathways of shared genetic heritage,
the impact of ageing. In Hazel, those of us with no direct experience of the condition learn
that the decreased facial mobility of patients with myotonic dystrophy gives the mouth a
down ward cast. A smile is a straight line, not an upward tilt, explains Louise, while smiling.
How do we read others? How differently do others read our own faces and bodies from the
way we read our own?
Can we recognise what others see in us? This is not a diagnostic question that refers to a
disability, but a wider question about the work in progress of being human.

In 2008, the artist Karen Guthrie decided to film her elderly mother. Part of her intention lay
in an extraordinary family story, the discovery when Karen was growing up that her father
had a secret life hidden from his immediate family. Within weeks of their first filming session
Karen’s mother Ann had a devastating stroke. When, many months later, Ann returned home
from hospital Karen resumed filming eventually collecting 200 hours of intimate family footage.
In her documentary The Closer We Get (2015), Guthrie sits down with Ann to complete a
questionnaire: the Million Women Study which is a national study of women’s health, involving
more than one million UK women aged 50 and over. Anne has had a very severe stroke and is
virtually quadriplegic. Her speech has been affected by the stroke.
***
Karen (reading from the questionnaire) “How would you now rate your overall health?”
Ann (responding to a series of prompts that includes options such as good and poor) “Fair”
***
How would you rate your quality of life? “Good”
How often do you feel in control? “Yes, often”
How often do you feel happy? “Several times a day”
Often or sometimes? “Sometimes”
***
Ann plays to the camera and to her daughter for laughs but she speaks a truth that lies deep
beneath the manifestation of her disability.
***
Walking ability? “Brisk”
***

Data
Hazel is one of a group of newly commissioned works developed from a period of research
with a group of women affected by an inherited genetic condition made in a unique
collaboration with the UK Myotonic Dystrophy Patient Registry, at The John Walton
Muscular Dystrophy Research Centre in Newcastle.
Registries exist to collect or organise standardised information about particular conditions
or diseases. They can be used to learn about a condition, to develop research, for improving
or monitoring health care, and for studying best practice. A registry may pursue a specific,
research agenda, or may collect data on an indefinite basis to answer existing or emerging
research questions.
The American poet and artist Anne Boyer, who was treated for cancer in 2014, has written
vividly of the dynamics of illness and care. “The word care rarely calls to mind a keyboard,”
she writes. “The work, often unwaged or poorly paid, of those who perform care, (or what is
sometimes called “reproductive labour,” reproducing oneself and others as living bodies each
day, of feeding, cleaning, tending, and so on) is what many understand to be that which is the
least technological, the most affective and intuitive. Care is so often understood as a mode of
feeling, neighbouring, as it does, to love. Care seems as removed from quantification as the
cared-for person’s sensations of weakness or pain seem removed from statistics class…”
But when she is ill Boyer observes that the work of care necessarily involves the gathering
of data. And like other forms of caring it is often women’s work. The mother who fills in
the referral form for her child. The nurse who takes blood samples, temperature readings or
monitors blood pressure, the collection of information for insurance forms or social security.
The experience of illness and the act of caring transform the suffering body not just into the
object of medical or scientific scrutiny, but into numbers and diagrams.
Data suggests a form of biography or autobiography that is vital but unreadable. Might
the artist’s job, when dealing with the lived life, be to turn data back into the body again?
To translate the statistic back into the lived experience? Karen Guthrie has offered her
extensive footage of Ann as a resource for the training of care workers and clinicians working
with stroke care. Donachie’s verbatim recordings of women with myotonic dystrophy extend
knowledge of the condition’s social and emotional impact far beyond the usual clinical data.
“Working with research the end result is not information,” says Donachie. “The end result
is art.”

Silence
The expert’s need for data means that the expert cannot deal with silence. One response to
Hazel has been that the silence of the unaffected sisters feels like a missed opportunity for
clinicians. Some of the footage that Karen Guthrie has provided includes the long silences
as Ann struggles for words. The ethics of training, or perhaps the imperatives of education,
don’t consider that the lived life is full of silences. It is in the active silence we might find the
body’s resistance against the narrative. Is silence one weapon against data’s empire? Notable,
Donachie silences one set of sisters so that another set might be heard. This is a reversal of
the conventional hierarchies of silence.

Time and narrative
In ill health and in disability time runs differently. “Time,” says Anne Boyer, “acquires a
compelling texture for the sick.” Sociologists of medicine have long identified that a significant
impact of ill health or disability is what is described as biographical disruption. It is not just a
crisis or a disruptive life event, but a change in the meaning one ascribes to one’s life story, a
change in the narrative arc.
The radical disruption experienced in illness, particularly disability or in inherited conditions,
is not just a matter of an individual’s life story being disrupted, but also a fundamental reordering of chronologies. In Hazel, Louise describes being old before her time, how she feels
her chronological age is only just catching up with her impaired mobility.
These chronological reversals reverberate throughout family networks. “I was an annihilated
as a person emotionally at the point when my mum had a stroke,” says Karen of Ann’s
devastating stroke. “I wasn’t on territory that I could map.” The re-ordering of time is
also the upheaval of expected relationships of reciprocity and mutual care. Biographical
disruption can mean that grandparents may become carers of their grandchildren; parents
care for adult children, unaffected children may care for their parents. Biographical disruption
changes not just the narrative but who gets to be the narrator. Karen Guthrie says of her
mother: “Her stroke set us all adrift without the one person that would have guided us safely
through it: her.”

Autoethnography
How can we work with lived experiences to make meanings, which are not pre-packaged
as information, revelation or transformation? Audiences approach The Closer We Get as a
family drama. “It the transgressive act of lifting the lid on a very difficult family situation,”
says Guthrie. “Other people want to talk about the family traumas they have had. But a real
film about disability is a wolf in sheep’s clothing, it is dramatic, it delivers, but it is also a really
rich depiction of what it’s like to live through. We’ve tricked people into watching a film about
disability. Hazel begins with an uncertain image of light and darkness. In its final scene, the
focus resolves to show an image of the artist and her sister.
In traditional ethnographic studies, researchers conduct field work: they produce what are
described as “thick descriptions” of a culture through techniques like observation, interview,
field notes and artefacts. In autoethnography, researchers are participant observers, and these
thick descriptions relate to personal and interpersonal experience.
“The autoethnographer not only tries to make personal experience meaningful and cultural
experience engaging but also, by producing accessible texts, she or he may be able to reach
wider and more diverse mass audiences that traditional research usually disregards, a move
that can make personal and social change possible for more people.”
If the artist acts as autoethnographer how might we understand the result? Where are the
boundaries of scholarship on this troubled border with authorship? Who is the subject of
the artist’s autoethnography? And who holds power?

Art
The curator Jason Bowman talks about contemporary art that moves beyond the personal
to the interpersonal. “What can intersubjective relations produce that couldn’t be produced
by an autonomous act?” He describes art practice that is constituting rather than constituted,
instituting rather than institutional. An art that is about making open-ended propositions
rather than closed results. Where in this dynamic might we place autoethnography?

Care
The Closer We Get is a story about love, the costs and benefits of love, and the gruelling nature
of domestic care and intimacy. Hazel is a story about calamity that is told sotto voce, in calm
pragmatism and sometimes through silence. In the first, the act of care is explicit. In the second,
it is implied in the domestic setting. In each, a stated family relationship implies love. Are our
desires to equate love and care justified? And can we recognise the work that love sometimes
does without valorising its sacrifices?
“An economy based on love ends up being an economy of exhaustion – after all, love is utterly
exhausting – of deregulation, extraction and lawlessness,” writes the artist Hito Steyerl. “All
is fair in love and war. It doesn’t mean that love isn’t true or passionate, but just that love is
usually uneven, utterly unfair and asymmetric, just as capital tends to be distributed nowadays.
It would be great to have a little bit less love, a little more infrastructure.”
By working with the economy of love, the economy of the family, the politics of care or
disability, the autoethnographer transforms the personal into the social. He or she crosses,
as the pioneering sociologist Charles Wright Mills would have it, from private troubles to
public issues. The discipline of sociology must manage both a sense of detachment and a sense
of engagement. The sociologist must be informed by direct experience but examine the public
issues that shape that experience. For Wright Mills, a sociologist makes a distinction between
public and private but must constantly iterate that distinction. In Hazel, it is the cumulative
effect of sisterhood, the multiple voices of Donachie’s filmed subjects, that crosses from the
private into the public domain. But Hazel not only gives us the voice of lived experience
but stages, in a deliberate fashion, a manifestation of the disparity that genetic disability
can involve.
“The deep embodied experience of health and illness,” says the medical sociologist Professor
Sarah Cunningham Burley, “Is also something we have to understand and confront at different
levels… Health is a major public issue, and we know that there are multiple social determinants
of health. We must recognise this if we are going to understand health and illness even in all
its agony and fleshiness.”
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The Deep in the Heart of Your Brain symposium was held at Platform, Glasgow on November 4,
2016, to develop the themes of Jacqueline Donachie’s exhibition of the same name at the Gallery
of Modern Art, Glasgow. The symposium was co-produced by Katie Bruce and Jacqueline Donachie
and chaired by Alison Stirling, Projects Director, Artlink, Edinburgh. Its aims were to bring artists,
institutions, academics and interested individuals together to discuss care, bravery, lived experience,
autoethnography and expert cultures in relation to the ethics and practice of knowledge exchange/
public engagement in the art/medical research field.
The contributions were:
Jacqueline Donachie, Artist. Illuminating Loss
Karen Guthrie, Artist and filmmaker. The Closer We Get
Sarah Cunningham-Burley, Professor of Medical and Family Sociology, Assistant Principal, Researchled learning and Dean of Molecular, Genetic and Population Health Sciences in the College of
Medicine and Veterinary Medicine, University of Edinburgh. Making the private public: lived
experience of health and illness.
Jason E. Bowman, Artist with a curatorial practice, writer, researcher and educator.
MFA: Fine Art Programme Leader at the Valand Academy, University of Gothenburg.
Curating as Care Making.
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