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Slide 1: Title

As Ernesto and Simon are unable to be here today, I am presenting the results of our work together. You may know Ernesto as the editor of The Comics Grid: Journal of Comics Scholarship and Simon as the creator of Dispossession: A Novel of Few Words, a comics adaptation of Anthony Trollope’s John Caldigate, and as the author of A Theory of Narrative Drawing.   
 
Dementia is a condition mostly though not entirely related to ageing. Symptoms range from memory loss to decreased reasoning and communication skills [Graham & Warner 2009]. 
 
The number of people with dementia worldwide is estimated at 35 million, a figure expected to double in the next 20 years [Wimo & Prince 2010]. 
 
In the next 10 years there will be one billion older people worldwide. One in every 10 people at age 65 will have dementia. By age 85 it will be 3 in 10.  [Moyle 2017].
 
The 2010 World Alzheimer Report [Wortmann & Fletcher 2013] estimated that the annual societal costs of dementia worldwide were US$604 billion, or 1% of the aggregated worldwide Gross Domestic Product, and 80% of these costs are incurred in high income countries.




Two Connected Projects 

Presenter
Presentation Notes
Slide 2: Two Connected Projects

Our project aims to test the concept that comics are an effective medium for both conveying medical information about dementia care and depicting affective responses to it. The former is relatively straightforward. The latter quite complex and challenging.
 
City, University of London
The project at City is based in the department of Human-Computer Interaction Design, and their task is to select and convert stories from their Care ‘n’ Share app database into comics. The app is a place where caregivers can document problems they face working with dementia sufferers and the solutions they construct to resolve those problems.
Initially there was funding to produce an 8-page comic of representative stories, but that has now bumped up to 16 pages thanks to support from The University of Chester.
The idea is to distribute this comic to places providing care to dementia sufferers, and solicit feedback on its effect on caregivers and family members.
This project is well underway. Simon is busy drawing the pages that adapt the stories.
Douglas College
The project at Douglas (in Vancouver BC) has not yet properly begun. Our task is to collect stories and strategies from focus groups across disciplines of caregivers (Instructors and Students in the faculties of Health Sciences and Child, Family and Community Studies) and to convert the data into an 8-page comic.
The involved departments are: 
 
Bachelor of Nursing
Psychiatric Nursing
Healthcare Support Workers
Dental Assisting
Therapeutic Recreation
 
Each of these fields engages with dementia. But do they approach it in the same way? Do they talk with each other? Do their practices conflict in any way? 
In a way, the creation of the comic will be an alibi for the interdisciplinary conversation that will produce the data for it. 
Whereas an established comics creator is drawing the City comic, an MFA student in a creative writing program at the University of British Columbia is drawing the Douglas project, with consultation from Sarah Leavitt, who you probably know as the creator of Tangles: A Story of Alzheimer’s, My Mother and Me.  
Our research mandate at Douglas, such as it is, demands that we involve students in research as much as possible. 




Cases from City’s Care N Share App.  
 

http://carenshare.city.ac.uk/ Zachos, Maiden et al 
2013 
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Slide 3: Cases from City’s Care ‘N’ Share App
Today, my focus is on the City project because it is underway. If there’s time I will reflect a bit on the Douglas project at the end. 
 
On the app caregivers submit their stories of helping people who suffer from dementia with the following information.
 
A description of the situation
Their feelings about the situation
What the older person might be thinking or feeling about the situation
What the family members of the older person might be thinking or feeling about the situation
What they did to help in terms of people and activities; physical health; and environment
 
 
The stories show that the caregivers are incredibly inventive, using their imaginations to make offerings that they hope will satisfy the inscrutable emotional needs of the people they help. 
 
An example: A woman in a care centre was depressed because she felt useless. Because she had been a successful legal professional and was used to a high level of participation in the world around her, the caregivers felt that if she could have a desk in the centre, it might cheer her up. So they set up one of the administrative desks with her name tag on it etc. While the woman did not sit at the desk, it’s presence made her happier.
 
This story shows the caregivers obtaining a successful though perplexing result. Why does the woman not sit at the desk? How does its presence alleviate her mood if she doesn’t use it? What happened to her desire to be useful? Is the unused desk not somehow useless? Is the caregivers’ act thus not a “failure” at some level? Or does the desk’s symbolization of utility somehow erase the need for actual utility? 
 
This story blows my mind. 
 


http://carenshare.city.ac.uk/
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Slide 4: The Problem of Instrumentality
To use comics instrumentally in the case of the story of the desk would suggest that there was something straightforward that we could tell caregivers and family members to do: If patient does “X” caregiver should do “Y”. 
 
There are plenty of uses of comics for such ends, with the motivation being that comics make complex situations simpler and easier to understand. 
 
But our feeling is that any “simplification” of these stories would do an injustice to them and to the caregivers and patients. It would be like turning a poem into Ikea instructions or an airline safety pamphlet.
 
The whole point of these Care ‘n’ Share stories is the way they interfere with easy understanding and facile communication. The obstacles they contain need to be shown for what they are rather than simply overcome.
 
Another way of putting it is that caregivers are not plumbers clearing blockages in the pipes. Rather, they must interpret and act upon resistant and ambiguous signs, and their work should be depicted in a way that testifies to their imagination and creativity.
 
So instead of using comics to make things easier, we are using comics to gesture towards the sublimity of the dementia situation, for which there is no adequate representation because there is an unbridgeable gap between the caregiver and the person with dementia.




Finding the Appropriate Form: Parable 
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Slide 5: Finding the Appropriate Form: Parable
Like the story of the desk, many of the Care ‘n’ Share stories are stories of practical reason: morality and utility. Furthermore, they frequently stage the interpretation of what is right and what is useful. So doing, they make us see the potential unreality of reality, that there is something other than what we perceive reality to be.
In our group meetings, we determined that the literary equivalent of these stories was the parable (or fable or koan). That is, the stories presented lessons about utility and morality in an enigmatic, riddling way.  While there is often a simple “moral” to the parable, reflection on that moral creates complexity and interpretive double-takes. A parable is only simple if you don’t think about it. 
Parables are frequently religious stories, but not always.  And they are intensely reflexive, as in the case of Kafka’s “The Green Dragon”
The door opened and what entered the room, fat and succulent, its sides voluptuously swelling, footless, pushing itself, along on its entire underside, was the green dragon. Formal salutation. I asked him to come right in. He regretted that he could not do that, as he was too long. This meant that the door had to remain open, which was rather awkward. He smiled, half in embarrassment, half cunningly, and began:
 
“Drawn hither by your longing, I come pushing myself along from afar off, and underneath am now scraped quite sore. But I am glad to do it. Gladly do I come, gladly do I offer myself to you.”
 
The Green Dragon volunteers his help but it is quite clear that he cannot deliver. Furthermore, he is blocking the door. He can’t get all the way in or get out. Again, we see a mediation on utility that reflects on the nature of parable itself. 
Simultaneously useful and resistant to use, parables depend on what readers bring to them. They construct the reader as an active participant in making their meaning. 




Finding the Appropriate Form: Gag Manga 
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Slide 6: Finding the Appropriate Form: Gag Manga
We decided that the comics equivalent of parable is “gag” or “Yonkoma” manga.
 
We clearly did not want to poke fun at dementia carers and sufferers, but we did want each page of the comic to have the equivalent of a “punchline” as a moral or quilting point that would make the reader think and think again. 
 
The consistent 4 panels is a useful constraint to us because we knew we wanted to use the page as a complete unit and we wanted a consistency of presentation to teach the reader how to make these parabolic comics work.
 
In this particular example, we see a nice level of reflexivity and absurdity: the manga revolves around the issue of depiction and it’s relation to reality. The fish is a painted one, not a “real” one. 
 
But this imaginary fish creates real consequences: a man’s sleep is disturbed; a boy gets a spanking.
 
In our project, we want to stage depiction as much as possible, to keep asking the question: “what does it mean to depict dementia?” 
 
There are serendipitous similarities between the form of the source Care N Share stories (brief episodes describing a ‘crisis’ and ‘denouement’, led in this case by the need for speedy comprehension by another carer), with the parable (same, except extrapolation of comprehensibility to a very wide range of situations) and the yonkoma (same, except the ‘denouement’ is also crisis resolution on the part of the reader, in laughter, as a way to restore equilibrium).
 




Finding the Appropriate Form: Classic American Strip 
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Slide 7: Finding the Appropriate Form: The Classic American Strip

The classic American strip cartoon is also an inspiration, particularly Charles Shultz’ Peanuts because of its existentialist and often quite grim approach to life.
 
In fact, Robert Short, the author of The Gospel According to Peanuts suggests that Shultz’ cartoons often have the structure of parables.
 
Linus’s “I should be learning something” in place of an epiphanic moment in this particular example, causes us to track backwards through the comic to investigate what he should be learning.  While this restrospective reading is common to narratives, it is particularly important to reading parables and to reading comics. 
 




Recursive, Multidirectional Reading 
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Slide 8: Recursive, Multidirectional Reading

With comics this back and forth and possibly circular reading has the effect of deepening both the reader’s understanding and the complexity of the page. On the one hand it’s like a developing photograph resolving; on the other the greater the resolution, the more there is to look at and the more possibilities there are for interpretation.
 
Jason. Hey Wait… 
 




Thumbnail/ Storyboard Story #72 

Simon Grennan 
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Slide 9: Thumbnail/ Storyboard Story 72
 
This is a rough sketch from Simon Grennan of case # 72 from the Care ‘n’ Share app in which a woman no longer recognizes the home she shares with her husband. Periodically she says, “I’d like to go home now,” as if she were a guest paying a visit. 
 
The caregivers who visit each morning play along with the woman that the house is not hers, but they her to stay by giving her various reasons she cannot or should not leave: the roads are too busy or closed; the car’s being serviced; the trains or buses are on strike. The worry is that the woman will leave on her own not to return. 
 
Simon’s rationale for drawing this story as an exchange between the woman and her husband is as follows: 
 
In this story, I haven’t included anything but the briefest fragment (one of Linda’s husband’s responses). I think that this story isn’t really about the care strategy or, rather, the care strategy itself is entirely derived from an in-the-moment adjudication of a response that will distress Linda the least, both on the part of Linda’s husband and on the part of the carer. So the value of the story resides in the reader feeling the (vertiginous) possibilities of not knowing home, whilst at home.
 
The paradox of the unhomelike home and interpretive vertigo it instills makes the strip function as parable. 




Affect, Opacity, The Differend 
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Slide10: Affect, Opacity, The Differend

What are the aesthetics of dementia? By this question we don’t mean to ask “how can we make dementia beautiful or pleasing?” but “what are the affects associated with dementia?” It’s important to remember here that aesthetics exceeds the beautiful and the pleasant to include dread, anxiety, fear, shock, disgust, and so on.
 
The feelings that arise from interactions with dementia patients tend to emerge from unexpected ruptures in communicative exchanges. For caregivers, this is like reading a text that proceeds along “realist” lines but that suddenly takes a “surreal” or “absurdist” turn. 
 
These communicative breaks are often structured as a horrific irony: for instance, one of app stories features a man washing his hands in a urinal.
 
The breaks testify to something unpresentable in the communicative structure:  Like someone escaping or breaking the safety net of the rational symbolic order to show us its fragility and inconsequentiality. The exchange with the patient both reveals and hides the alternate reality of the patient. We get an intuition of something we cannot properly see or understand, something like Heidegger’s “the nothing”, Kant’s notion of “the sublime,” or Lacan’s “real.”
 
This spread provides an analogy to the kind of miscommunication and its results that typify the aesthetics of dementia. 
 
From the perspective of the man in the yellow hoodie and red hat, the bearded man who has tied his dog to two milk crates is doing something incomprehensible that objection, complaint or correction cannot resolve, because the bearded man inhabits a different register of rationality. 
 
In the end, the inability of the man in the hoodie to comprehend overwhelms the incomprehensibility of the act of the other. The man in the hoodie is thrown back into his own subjectivity and a questioning of his own morality and rationality. 
 
What at first appears to be a simple act of moral policing: “you can’t do that” becomes an act of moral reflection: “why do I think the way I do?” 
 
Again and again, the stories from the Care ‘n’ Share app throw caregivers back onto their own moral and rational sensibilities in a similar way. And that interpretive, reflective experience is what we want to pass on to the readers of the comic. 
 
Insofar as our project is therapeutic, we expect our audience not only to identify with the situations and characters and to experience some relief through that but also to engage in curiosity, interpretation and creativity of the parabolic experience. 
 
Here is where art and care intersect--not in the sense that a situation can be depicted with marks on the page to make it easier to understand, but in the sense that the response of the caregiver to dementia is an aesthetic one like that of reading a parable. 
 




Seeing In 
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Slide 11: Seeing In

Among the ways that comics evoke affect is by inviting the reader to “see into” a drawing or situation. In this case the repetition of the robot draws us into emotions of bereavement without really showing any emotion. The repetition over-rides the blank expression. Feelings from a machine. Repetition. “Seeing in” not just eyes, ears, and mouth but emotion: apprehension, loss, the response to the fact that “I’m sorry but I have some bad news” always means death. Discourse/figure. The machinery of emotions
 




What will the Douglas project show?  
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Slide 12: What will the Douglas Project Show?

We are curious to see how our work with the “parables” from the Care ‘n’ Share app affect our focus group work at Douglas. What literary and/or comics form will best suit the data we derive from those sessions? How will the artwork play off of what Simon has produced in the UK? 
How the projects relate to each other should be as interesting as what each does in itself. 
We are especially interested in any differences in approaches to dementia care between Canada and the UK that the project may reveal. 
In any event, what we are working on is experimental, a proof of concept for something larger.
 
We imagine an extensive volume of stories, experiences, approaches and strategies in comics form.
 
What is most fascinating for me is how strategies of care relate to strategies of representation, which I hope this presentation has demonstrated. 
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