AMC JUNE 26TH TALK

VULNERABILITY & Resistance:
The wounded storyteller: on speaking vulnerability, acknowledging dependence


I speak as a wounded storyteller. Wound in Latin meaning vulnere, the stem of vulnerable. 

In this I literally speak to you today as a ‘wounded’ speaker. I stand here before you all today with a large aggressive rare tumour at the base of my spine and the only reason I am standing up and am here at all is down to the NHS and a pretty new experimental drug. I am lucky, that drug is working so far. Although it comes with considerable risks and the cost of success is that over time my bones are being turned into glass; my jaw might decay and many other things might happen to me. So, I wear this ICE bracket as I must not fall, or run. If the drug stops working - and I am warned it might - then I have to have what I call “the frightening operation”, an operation only a few surgeons in the UK can do. I would lose the ability to walk, control of my bowel and bladder, and would have a whole load of metal at the centre of my body. That precariousness; that feeling that my body is quicksand/ glass, has made me live in/ with uncertainty. 

But before I say another word I do want to make something clear: Don’t let rareness of my disease or the drama of my diagnosis confuse things. I know I am not the only one, not even in this room, who deals with living with chronic health issues. And there are different kinds of precarity (class/ race)… 

This will not be framed as a story of heroic struggle. 

18k students at UAL, 100’s of staff and many - unacknowledged – will be struggling with serious medical conditions of their own. 

How to tell you my ‘story’ is a problem: How much I should disclose about the events leading up-to to diagnosis and the significance this has for me. Which is to say – the problem for me to decide right now is how much of ‘my story’ might make me vulnerable - with you, right now. (Allowing for the time constraints), I am deciding how much can you bear of what I could tell you. Every ill or vulnerable person you meet does that calculation. I have learned that good kind people I know and love - sometimes cannot bear it. In a way this is strange, we all know we will all get sick in the end. We all know no-one is getting out of ‘here’ alive. It is simply part of the human experience to sometimes encounter affliction. 

So, why discuss it all? It’s ‘personal’ and ‘indulgent’, (right?), to bring such things into a lecture theatre, especially one in a place I work! 

(I know – tough opening!) 



Just over a year ago I ended up in hospital suddenly with life threatening compression of the spine. The route to diagnosis was shocking, brutal. Right from the first few days I wrote to a few friends I thought could bear it. I found giving testimony on what was happening to me gave me the opportunity to discern and shape my experience, and the words of my friends came back to me like grappling hooks to keep myself intact. I learned quickly that who we are and our ability to survive depends on the language that sustains us. 


I have found the separation of the personal and the professional frustrating, especially in a university. It assumes illness does not produce knowledge. Illness not just change in bodily function but change in your entire way you can ‘be’ in the world. I contend it is a form of knowledge, with existential impact. 

I have now read everything I can find about my condition, my ‘disease’. I know far more than an average GP about the subject and could discuss my proposed operation in some technical detail. But what I found less common was a language to discuss the experience of illness. 

Following Havi Carel: illness modifies, and sheds light on, normal experience, revealing its ordinary overlooked structure. It provides an opportunity for reflection by performing a kind of suspension of previously held tacit beliefs. Carel feels these characteristics warrant a philosophical role for illness. 

It is true: I felt more porous in those first months after diagnosis. With the shock of illness, you lose your filters and ability to distance yourself from the world within a self-possessed self. Illness/ acute vulnerability is a breaking apart of the world.

It is a crisis of meaning, especially before diagnosis
It can lead to a collapse of one’s life narrative... “I was going to be...”

When my Doctors thought I should go back to work here at CSM my return was part of an alienating journey back to ‘everyday life’, at a time when I felt very much an outsider to the world of the healthy. I felt a de- familiarization of the world around me. Walking slowly as people rushed past me looking at their mobiles with self-possessed purpose, frightened I would fall or my spine would shatter if our two worlds collided. The world of the sick belongs to a different universe from that of the healthy, and the interaction between them is clunky, difficult, abrasive. 

At that time groceries came from the internet, books are still no longer carried to and from work. Laptops are still carried on wheels. It is lonelier now. The geography of my world is no longer a shared one, I no longer take for granted the commonality of health, its normalizing force. Suddenly the seminar room ‘around the corner’ took on a different meaning and the lift which did not work was a problem. I found myself trying to signal a chipper positivity in all my work scenarios - not just at UAL. I was aware that my health issues might induce a loss of confidence in my abilities. I wondered about that – this linking of a lack of authority to illness & vulnerability. 

[bookmark: _GoBack]I met averted gazes or eyes with a mixture of pity and curiosity. I can tell you I learned that we are terrified of vulnerability. Meanwhile, I felt I had been through a profound human experience, frightening but capable of beauty. I carried a perspective of what it is to face the world with Bodily doubt.– as breaking down body and self, as body is regularly scrutinized by medical treatment. How can to make sense of a finite life. Can a limited life still be a good one? Being examined before a team of Doctors and facing mortality had made me un-embarrass-able, which was quite freeing and made me more clear-sighted and creative. 



The secret fear behind vulnerability, of affliction, is the fear of the indignities of dependence. 

A core mission of the (neo liberal) university is that we create self-sufficient productive students. Something that is undone by on-going dependence on others. This goes against the grain of political philosophy around finding agency, which assumes a form of individualism that undercuts inter-dependence and collectivity. It also overlooks other models where dependency is viewed differently. It is no accident the capitalistic economists like Adam Smith prize self-sufficiency, while philosophers like Jean Jacque Rousseau ‘social contract’ did. A point echoed by the founders of welfare/ mid 20th cent social policy who view humans as susceptible to dependence all through life.

We are dependent! We don’t acknowledge how much of our survival and flourishing is owed to others.

Scottish philosopher Alistair McIntyre in ‘Dependent Rationale Animal’ takes the view that our dependence on other people, in particular the experiences of those who are fully dependent on others, should be the starting point for any theory of ethics. We are all susceptible to affliction, especially at the beginning and end of life. We are born as babies, entirely dependent on those around us, and we often become dependent again in old age. In between we remain susceptible to affliction. 

McIntyre: states the process of the individuation of the rational citizen our societies necessarily involve inter-dependence: Throughout my life, I cannot become rational on my own. I can only grow if I can reason with and learn from others: We therefore find ourselves as part of a community of giving and receiving, which is a network of duties and obligations. Ideally, a network of obligations in the service of a shared good creates society that resembles the polis, (typical structure of a community in the ancient Greek world).

And very like an ideal of what a university is meant to be!

Here it is to be remembered that developments in medicine will likely mean that more of us will live in remission or with life-long chronic illnesses (targeted therapies & immunotherapy). We are, as Arthur Frank says, becoming a ‘remission society’. Yet our social policies and our shared languages do not reflect this. The association of dependence with shame is stronger than ever (‘politics of austerity’). 

- So, we are invited us to think – what if vulnerability were taken as central to the human condition? 

I give you a scenario: faced by my surgeon with the “scary operation” I knew the only thing that made my situation bearable was the possibility of trust. The degree of my trust was in proportion to the degree of the surrender I had to make to the expert judgement of my Doctors. In exchange for this I needed to see my Doctors understood I was not just a disease or problem to be solved but that in the small acts of acknowledgement, such as holding my gaze, I understood they could holistically view me as fellow suffering human. In this I did not just want to be a target for communication, but to be talked with, in partnership. Of course, the surgeon was also part of a large team, there were also xxx xxx xxx. A reminder I hope that inter-dependence is held within a system of trust and community. 

I talk of this to pinpoint that a person in vulnerability is sustained by recognition they are not “a separate class”, but are “ourselves as we have been, sometimes are now and may well be in the future.” (McIntyre) 

Often the institutional perspective views vulnerability as a deficit, determined by policy on rights, institutional liability and safe-guarding (of course good). Within this the vulnerable are conceived as subjects of paternal benevolence. Illness, disability, as a deficit is compensated for through paternalistic gestures (ISA etc.).

There is no reason for vulnerability to become a point of fixity in our teaching and curricula design, regarding it as a fixed subject to be only discussed through therapeutic means. We need then a wider language in which to describe vulnerability in our teaching. 



I want to conclude with some thoughts on suffering and language.

Many of us will know the conundrum from Elaine Scarry’s writing on the body in pain about the difficulty of representation of suffering. Being in pain results in the breakdown of speech, & language needs distance a body in pain won’t allow in order to shape experience. While the body is not mute it is inarticulate. It does not use speech but begets it. I am left with the problem of how to embody a subject whilst not entirely objectifying it. How as a wounded storyteller I handle the limits of sympathy, and the obligations of conscience. A problem Susan Sontag talked of in rich terms. 

I am struck by on the one hand how important it is to convey the profound human experience of suffering but that there are paradoxical problems with the criticality of the languages around this. 

1/. We of course know that within art history there is the common mythology on suffering. The mythology of the tortured genius. But these stories always assume exceptionalism, (genius). Art history is littered with these stories and they still have considerable force. 
They leave the symbols of suffering mired in cliché and stereotype. 

I want a wider deeper mapping out of the representation of suffering. There is no time to talk of this here, but to include: representation, imitation, sympathy, trust, testimony, correspondence, coherence, narrativity, reiteration… 


2/. And then there’s the assumption that art which deals with human suffering is straight-forwardly therapeutic. Personal and as such limited in significance. Work of this sort is often immediately placed within a therapeutic model, which at least gives a frame-work.  There is real talent in learning how to extrapolate outwards from personal experience so that individual circumstance resonates widely but we do so in a world where less binds us together. 

I’ve thought about that. I was brought up in a large working class Irish catholic family, where the first images I saw were of Jesus on the cross or with his heart exposed, openly declaratively rhetorically suffering for us all. This gave a shared visual language for suffering that was widely understood. But of course, as religion has waned there has not been an obvious route to representations of suffering without recourse to redemptive images of a Christ-like stoic endurance, which for many are problematic. 

Or via psychoanalytic therapy. Via the fragment, the fetish, the lost object. Of course, the Surrealists made good use of this….

Or Jungian? 

Bringing into voice/ language difficult human experiences has always been a purposeful role for art but there is a less available shared language in which to develop and thinking critically with and about suffering. 



Closing;

• Far away from hero narratives the experience of vulnerability does not offer certainties. 
Instead, let’s try to get to a place where we don’t think in dichotomies; vulnerable or strong; independent or dependent; cure or non-cure.

• I suggest we start listening and thinking more deeply about how experiences of suffering are brought into language, and embrace the complexity this involves. 

• Lastly, remember vulnerability is the crucible of learning and creativity. You cannot learn, negotiate thresholds of experience and self without being in vulnerability, in not knowing. 

• I end with good news – by reaffirming: we are all dependent. Remembering this is an act of resistance. 




2,395 words = 18 minutes. Still need to take out 300 words. 

(aim for nearer to 1,950)

THE END.

Anne-Marie Creamer, Monday June 24th 2019.


1

