[bookmark: _GoBack]Listening with feeling: Emotional labour and digital storytelling in dementia care education


Nicole Matthews, Macquarie University
Naomi Sunderland, Griffith University


In this chapter we explore the emotional labour associated with listening to personal stories.  Over the past half century, sharing accounts of lived experience, especially experience of marginalisation, oppression or trauma, has come to be viewed as a key path towards social change.  Digital stories in particular — short, audiovisual ‘tales from the heart’ (Meadows 2003) —  have been one widely-adopted strategy to enable people whose voices are rarely heard to tell their own stories.  ‘Classic’ digital stories, popularised by the Center for Digital Storytelling in Berkley, and now widely used around the world, are usually edited by the storyteller themselves and illustrated with images from their personal collection of photographs.  This type of digital storytelling has been understood as a comparatively unmediated way of forging intimate and transformative connections between teller and listener.   

By using the term ‘listening’ here, our aim is not to understate the significance of the visual in multimedia storytelling, but to reflect the auditory metaphor of ‘voice’ so commonly used in discussions of media and democracy.  By emphasising listening, we echo the recent work around media and justice which has stressed that in order for disenfranchised people to have a voice, others, especially those in positions of power, must listen to voices that are rarely heard (Bickford 1996; Lloyd 2009; Dreher 2012; Thill 2015).  Personal narratives — whether told face to face, in the form of literary memoirs or on video — can indeed carry a powerful affective charge.  We argue here, however, that listening to such stories can evoke a range of emotions — not just empathy, but sometimes also defensiveness, shame and or distress.  Listening to personal stories can be difficult emotional work. Consequently, as we will show in this chapter, using stories of lived experience to change professional practice and service provision is a promising but challenging process, requiring careful thinking through.  We will use Megan Boler’s concepts of ‘testimonial listening’ and ‘the pedagogy of discomfort’ to think through these processes (Boler 1997; Boler & Zembylas 2003).

To find out more about how personal storytelling has been listened to in health care settings, we have drawn from the experience of people who, building on the work of Tanja Dreher (2012), we will call ‘listening brokers’.  Listening brokers through their work or activism create occasions for people to listen to others’ autobiographical stories.  We will draw on twenty-three interviews we conducted between 2012 and 2014 with four types of listening brokers from the UK, the US and Australia. The first group was comprised of teachers in higher education using personal accounts to train nurses and other health workers; the second, storytelling facilitators involved in evaluation and professional development, and the third were patient experience managers from the UK’s National Health Service, tasked with collecting patient narratives to inform and improve of local health services.  Central to this chapter are a focus group and eight interviews with a fourth type of listening brokers — dementia care trainers, working to educate health and aged care staff to better understand people with dementia.  


 ‘In the realm of suffering’: powerful emotions in digital storytelling 

It is widely agreed that digital stories work with and through emotion (e.g. Meadows 2003; Hardy & Sumner 2014; Stanton, 2014, Rossiter & Garcia, 2010; Dixon-Woods, McNicol & Martin 2012). The affective power of these stories and their capacity to move audiences, as well as their status as reflecting ‘real life’, can make them powerful training materials.  However, our conversations with all four groups of listening brokers using digital storytelling to try to improve the education of health and aged care workers suggest some of the problems, both for storytellers and listeners, with imagining the effectivity of storytelling as vested primarily in these emotional moments,.   

The trainers we interviewed emphasized the emotional power of the real voices of people with dementia as a tool for shifting the understandings of trainees.  Medical students and junior doctors were seen as some of the toughest audiences for dementia care training, which, in contrast to their previous medical training, stresses the person and their experiences rather than the diagnosis. One trainer commented:  ‘med students … all they’re doing is trawling through text books ... That’s their whole degree, churning through information ... [so] the more hard-hitting the message the better’ (Dementia trainer, Australia).  Hearing personal experience told by someone who does not conform to preconceptions of dementia was also described by trainers as having an impact on listeners.  Many trainers saw emotion as, in part, a space of common ground between storyteller and listener, in keeping with influential accounts of the effectiveness of digital storytelling (e.g. Haigh & Hardy 2011; Hardy & Sumner 2014). One commented, ‘When you show [trainees] a resource it gives a face to the condition … they've already got the picture, it's an old, decrepit person in the nursing home … Then when you show them someone that's quite young and still talking very well… quite often the first thing that people say is “They're very young … oh gosh, I'm that age”.’ 
 
Trainers stress the on-going emotional responses of people with dementia because of the way that people with dementia often framed both in popular culture and in health care settings as if they are ‘no longer there’ (Behuniak 2011; Kitwood 1997).  Some health professionals, subscribing to this view, even understate the capacity of people with advanced dementia to feel pain (Shega et al 2007; Scherder et al 2009). Dementia care trainers valued digital stories which clearly articulate feelings — of disorientation or anxiety — that may underpin the ‘behaviour’ exhibited by people with advanced dementia, behaviour that is often hard for nursing and aged care staff to interpret.  Providing means, other than patient interviews, to understand the kinds of emotions experienced by people with dementia who may no longer be able to readily articulate their feelings in words was seen as key to better care.  


The problems of asking storytellers to ‘tear their heart out in front of you’

As we have seen, the power of personal stories to shock listeners and bring them to a new awareness of others’ lived experiences is often used deliberatively in health care settings.  However, while stories of distress, marginalisation and trauma may be viewed as ‘teachable’ by some trainers, these may not always be the stories that disabled people want to tell, and for very good reasons.

The possibility of conflict between the kinds of stories that people with dementia may want to tell and the pedagogical agenda of listening brokers became evident in our research when we were shown a DVD of digital stories which documented the experiences of gay, lesbian and trans people and their journey with dementia. Despite its high production values and compelling storytellers, the DVD this tale appeared on was not, in the end, used as a teaching resource by the dementia care training organization that funded it. The manager of the training organisation that commissioned the story collection explains why:

It's fantastic, if we were running a program … for people who were looking to transition and wanted to get that sense of, it's okay to be you. But the message we're trying to get out is ... a different message about the struggle and the discrimination faced by [LGBTIQ+] people and the marginalisation and the fear that they have in residential care … [the DVD]  doesn't really get to the point.  

This DVD offered stories that fit well within the genre of a coming out narrative and was warmly received by the local LGBTIQ+ community. However, stories like this one were, for the purposes of the organization, in the wrong genre and talking about the wrong kinds of experiences. The personal tales that these storytellers wanted to tell were not those that the organisation felt would be effective in training.

The manager of this training organisation saw stories of struggle and ‘horrible things’ — very different from the stories of acceptance and success told on the DVD — as an unfortunate necessity.  ‘You also don't want to put real people in the position where you want them to tear their heart out in front of you,’ she commented, ‘it's unfortunate, but without that you don't get the message across.’  We do not want to suggest this belief in the power of traumatic stories was entirely misplaced — many of  our interviewees noted that stories of bad practice can offer good learning opportunities.  However, given the extensive critiques by the disability movement of narratives of disability as tragedy we would suggest care with this approach (Longmore 1997; Hevey 1992; Frank 1995; Sunderland, Kendall & Catalano 2009).  

Stories of trauma have often been actively suppressed by institutions like churches, governments and media, as evidenced in Australia’s Royal Commission into Institutional Responses to Child Sexual Abuse and the global #MeToo movement.  As Defiant Lives (2017) the recent documentary on the history of disability activism in the US, UK and Australia illustrates, activists continue to produce and circulate accounts of the frequently violent history of the institutionalisation of disabled people. Sharing these stories of abuse is viewed as an  important critical intervention.  However, we would argue that it is also essential to remain alert to the ways in which traumatic and tragic stories cannot just be suppressed but also, in the words of Sidonie Smith and Julia Watson (2001), ‘coaxed’.  

Smith and Watson argue that far from being simply an expression of self, various types of life narratives in the contemporary world are coaxed into being in particular institutional locations. The story about oneself told at the job centre or the psychiatrist’s office; the account offered in a CV, or in an application for disability benefits; the recount presented by the defendant in a court hearing must all ‘do good narrative’ (Hall & Rossmanith 2016; Stanley 2000). As Smith and Watson put it ‘individuals are called upon to produce an account of themselves which to be successful must have “the right alignment of many kinds of evidence” into “known scripts”’
 (cited in Poletti 2011, p. 4).  Such ‘coaxed’ narratives are not simply ‘coerced’ narratives, but ones that people voluntarily feel it is possible and perhaps important to tell in particular cultural and historical moments.

Lorna Hallahan (2009, 2015) has pointed out that the kinds of narratives that are coaxed from disabled people in bureaucratic encounters — like individual applications for funding or collectively lobbying for resources or changes to laws — are often stories of neediness, humiliation or tragedy.  For example, a woman describing her experiences applying for funding from Australia’s National Disability Insurance Scheme recently commented that she had to ‘focus on all the worst parts of my life and all the things I'm not able to do anymore over and over and over again’ (Cansdale & Diprose 2017, n.p.).

Disability studies scholars have articulated concerns about how this reiterative telling of one’s life story in terms of deficit, loss and tragedy impacts on the way storytellers and their listeners come to think of disabled lives more broadly.  In the context of understandings of ‘quality of life’, key to a range of public debates from selective termination to voluntary euthanasia, philosopher Ron Amundson (2010) has discussed what he calls ‘the focussing illusion’ (p. 384). Amundson describes the way in which ‘priming’ someone to focus on a particular dimension of their lives (their dating success perhaps, or their experiences of disability) goes on to shape their subsequent accounts of the lives as a whole. Drawing on this work, G. Thomas Couser (2014) has argued that holistic narratives of life experience, such as the memoir, might enable the reader or listener to avoid the focussing illusion that so often characterises media stories of the lives of people with disability.  However, the pedagogical imperative to focus on experiences of discrimination and oppression in collating digital stories, articulated by the manager of the dementia care training centre, might work in quite a different way, particularly given the brief and fragmentary nature of much multimedia digital storytelling.   Even stories of lived experience, when ‘coaxed’ by powerful institutional imperatives and within limited narrative resources, may conform to, rather than challenge, dominant accounts of disabled lives.  Alternatively, stories of disabled lives not framed within terms familiar themes such as facing or overcoming tragedy, may be seen as less persuasive or teachable.

In saying this, we are not accusing those collecting digital stories for instrumental ends of unethical practice.  Listening brokers using personal stories for teaching or service enhancement presented clear ethical frameworks for collecting and sharing personal stories.  In particular, putting a service user through the process of telling their story and then failing to make use of it, for instance, was seen by our interviewees as a betrayal of the altruistic intentions and generosity of storytellers (Matthews & Sunderland 2017).  More experienced workshop facilitators suggested to us  that, with careful preparation, it was possible to produce ‘teachable’ narratives without coming into conflict with storyteller’s own agendas or indeed reiterating overly familiar traumatic narratives. Aline Gubrium and colleagues (2014) describe strategies they have used within storytelling workshops to encourage participants to reflect upon and contest well-worn tropes and familiar, disempowering narratives that may otherwise emerge unquestioned.  Amy Hill of Silence Speaks, discussing her practice of working through classic digital storytelling workshops to develop resources for public health practice and policy advocacy, argues that the specificities of particular stories are ways of moving beyond an oscillation between ‘narratives that are either problem-saturated and oppressive or relentlessly upbeat’ (2008, p. 50). The kind of stories that Hill describes resemble the stories of the ‘disabled everyday’ that disability studies scholar Lorna Hallahan calls for as an alternative to familiar tragic accounts. 


Difficult professional listening: ‘why would you want to work in this area [if] it’s going to break your heart?’ 

Vesting personal storytelling’s transformative power in poignant stories poses a number of ethical and practical problems.  As we have seen, storytellers may not want to frame accounts of their lives in terms of difficulty, trauma or marginalisation, no matter how educational such stories might be. Tales that are told in these terms can reinforce broadly held views of disabled lives as joyless or full of suffering (Sunderland, Kendall & Catalano 2009).  As we will see, emotionally powerful personal accounts of experiences in the health care system can also generate hard-to-manage responses in their listeners, especially professionals working in that system.  Frequently, digital storytelling’s power has been seen to reside in the empathetic connections it might encourage between listener and teller. However, in keeping with recent feminist work around the limits of as a route to social change (Boler 1997; Pedwell 2012; Hemmings 2012), our interviews with listening brokers emphasised the much more complex range of emotional responses to personal narratives including defensiveness, shame and distress. 

Drawing on her undergraduate literature students’ responses to reading the famous semi-autobiographical graphic novel, Maus, Megan Boler, for example, contests the view that empathetic responses to autobiographical narratives are an effective route to learning (Boler 1997). After reading this affecting text, which describes the experiences and emotional lives of both the author and his parents, the latter Holocaust survivors, Boler’s undergraduate students responded with what she describes as ‘passive empathy’.  An encounter with this personal narrative, she suggests, prompted an unjustified sense of insight into and shared experience with the author.  In Eva Kittay’s powerful terms, Boler’s students lacked ‘epistemological modesty’ (2009).  Boler’s critical account of this kind of empathy chimes with the work of other writers who have discussed how empathy often elides differences between the listener and the person with whom she empathises, via an assumption of shared “fellow feeling” (e.g. Pedwell 2012; Hemmings 2012).  Such assumptions about shared insight might block those reading or listening to personal accounts from carefully considering their own quite different roles in these stories.

Paul Stanton from the Manchester Mental Health Trust, with extensive experience of using patient stories to shape service provision, notes that sometimes listening to patient stories can evoke ‘ambivalence and sometimes aggressive / defensive responses”; in staff (2014, p. 58). He attributes these to threats to ‘the exercise of unquestioned authority and control’ that medical staff are accustomed to in their work (Stanton 2014, p. 58).   Our interviewees certainly described defensiveness and other negative reactions when aged care and nursing staff encounter stories that confronted their preconceptions or understandings. Responses might reflect being emotionally overwhelmed; resentment about unpaid caring; professional shame or a painful conflict between professional ideals and realities.  However, many listening brokers offer a more nuanced interpretation of these reactions.  

Many trainers describe a ‘teary’ response to the screenings of moving personal stories.  Some listening brokers see this as a part of the process of connecting emotionally with personal stories.  Others viewed reactions to heightened emotion as a barrier to learning.  One listening broker, working in the Welsh NHS, commented that once a storyteller starts crying, listeners switch off.  ‘People think, “I’ve got to create a bubble to preserve my sanity now, I can’t manage this”. You know, none of us can deal with stuff when we’re emotionally distraught.’ A trainer in Australia made comments along similar lines about a particularly affecting video she often used in workshops: ‘Every time you watch it, even as a presenter, you just want to cry.  You think, “Hold it together,” and I remember looking around and there was this one woman and she was just bawling … I did another DVD later on in that session and someone said, “Please not another one like that.  I can’t do another one like that.”” 

Maggie Kirk and her colleagues have described ‘professional shame’ as a response to some of the tales of poor health care they heard while recording the experiences of people with genetic conditions (Kirk et al 2013, p. 523).   A number of the dementia care trainers reported similar observations.  One trainer remarked:

nurses are so motivated by caring, that’s why you’re in the profession, you don’t think that something’s gone to pieces because you did something wrong … if someone tells you you’re missing the mark and you’re not quite getting it right, that’s confronting stuff. 

In her exploration of listening through political theory, Susan Bickford cites Aristotle’s view that shame was a key moment in listening to others’ experience. Yet to provoke productive listening such transformative emotions must be, Bickford suggests, in the space between shamelessness and ‘hopeless dread’ (Bickford 1996, p. 152).  Some emotional responses to moving stories, then, may motivate learning and change, while other feelings — like Bickford’s ‘hopeless dread’ — may lead people to withdraw or turn away.

‘You can't stir it up and then not be able to take it anywhere’: testimonial listening

Megan Boler argues for the value of what she calls ‘testimonial listening’ as an alternative to ‘passive empathy’. This kind of listening involves accepting 
a commitment to rethink [one’s] own assumptions, and to confront the internal obstacles encountered as one's own views are challenged...What is at stake is not only the ability to empathise with the very distant other, but to recognise oneself as implicated in the social forces that create the climate of obstacles the other must confront. (Boler, 1999 cited in Kelly 2008, p. 18)

As many writers have pointed out, this acknowledgement of your own actions as an obstacle to others can be a deeply uncomfortable experience, especially perhaps to people whose professional self-conceptualisation is of being in the ‘helping professions; (e.g McGloin 2015; Ducey 2007). Boler describes the kind of learning that might spring from this listening as ‘the pedagogy of discomfort’: a practice which emphasises ‘the necessity of emotional labor as part of the radical work of changing social relationships’ (Boler & Zembylas 2003, p. 126; see also Thill 2009). 

During our focus group discussion, one dementia care trainer in Adelaide told a story of emotionally difficult listening:

I had one woman who just challenged me the whole day, but her challenging was purely all about her mother-in-law. It wasn't about her work environment, it was personal … I felt like I couldn't connect with her. But … she came up at the end of the day and said ‘that was fantastic’. I didn't feel that, I felt she was just challenging and — ‘but my mother-in-law does this and you're saying this but I know different’ for the whole day, but she actually got through it. 

This story points towards the complex politics of care, particular unpaid family caring (see Knight, 2015; Ryan & Runswick Cole 2008).  Clearly, unpaid family carers are both in an empowered and a marginalised position.  In fact, even paid workers in aged care are often marginalised by their gender, class status and often by their ethnicity, as a number of dementia care trainers pointed out.  
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This aged care worker’s resistance to the messages offered in dementia care training was understood by trainers as the beginnings of what we are calling testimonial listening.  One staff member commented ‘think she was fighting within herself and thinking “[her mother-in-law] can't truly be a nice person because she's presenting so horribly”… the learning is so palpable.’ Another added, ‘She'd not had that conversation with anyone, that was raw, absolutely raw.’  Such resisting responses to dementia care training were not interpreted as reflecting a habitual sense of ‘unquestioned authority’.  Rather such listeners were seen as thinking through their status, at least at sometimes, as obstacles rather helpers to the people they worked with. 

Rushmer and Davies (2004) in their consideration of the role of ‘unlearning’ — changing established practices and understandings by no longer doing things — argued that, ‘unlearners may experience powerful negative emotions, such as blame, shame, guilt, fear, and rage. These emotions may cause harm if not worked through’ (Rushmer & Davies 2004, p. ii14-ii15; see also Stabler 2014).  Tony Sumner, an experienced digital storytelling facilitator, who has worked with Pip Hardy as for twenty years developing the classic digital stories of Patient Voices, describes this kind of experience: 

there is a resistant response, because [viewers] are emotionally affected by the stories … They're not … vanilla instructional videos. This is what happens, this should happen … But I think some people … manage to surf the wave and they ride on top of that emotional thing. It carries them forward. Some people stand firm against it. 

However, the notion of unlearning, with its emphasis on individual psychological responses and capabilities, does not fully capture the affective consequences of stretched workers in underfunded health systems hearing stories of failures of care.  Anna Tee, a patient experience manager in Wales, described using a story around a bad patient experience in a training session aimed at newly qualified nurses. After the screening, two of the new nurses burst into tears. Anna explained their response this way:

they had good intentions coming into nursing … [but] they couldn’t deliver the care they wanted to deliver.  Because of time or whatever, they just couldn’t do it. [and then there’s] me bringing a story in, where care didn’t go well. 

Michael Lipsky (1980) has argued, professional work under imperfect circumstances often leads to staff developing a ‘cognitive shield’ so as not to be constantly and painfully aware of the contradictions between the values they profess and the professional practice they might adopt.  Digital life stories threaten to bring down this cognitive shield.   However, according to Clare Hemmings, such ‘affective dissonance’ — ‘dissonance between my sense of self and the possibilities for its expression and validation’ — can also motivate new political investments and positions (Hemmings 2012, p. 154).  

Anna Tee offersed a warning to those  listening to patient stories in training sessions that what they see and hear may experience may increase their frustration.  She added, ‘you’ll hear that patients talking about what you want to do but I tell people up front, this is not saying “you’re bad, you’re bad, you’re bad”.  This is about saying what patients want, or need, so let’s work out how we can do it.’  

Helping people learn through their own resistant responses and manage the emotional work associated with their professional roles was seen as a key part of dementia care training, and could perhaps be viewed as an important element of what it means to be a listening broker more broadly.  As one Australian trainer observed, ‘you can't stir it up and then not be able to take it anywhere or do anything with it. That's just destructive.’  If digital stories stir up emotions, and not always a warm sense of fellow feeling, helping health professionals make sense of their emotional reactions to the testimony of patients is key to changing practices.


‘You need to use it well … in a purposeful way’: working through and with emotion

People who use digital stories in their work — dementia care trainers but also workshop facilitators, university teachers and patient experience managers — acknowledge that the powerful emotions often aroused by life stories can be a route towards improving care.    However, using these resources also requires a new repertoire of professional skills for both trainers and the people they train. Some strategies for addressing the emotional labour of listening to stories were suggested by these listening brokers. 

One important strategy was to draw on stories that had implicit messages, requiring reflection by the listening health practitioner. Paul Stanton notes that effective digital stories don’t provide answers but ‘help individual professionals and clinical teams to formulate ever more thoughtful and focused questions’ (Stanton 2014, p. 64).  An experienced digital storytelling facilitator from Storyworks in Wales, Lisa Heledd Jones, echoed this sentiment.  She suggests that rather than focussing on accusations — ‘the hospital killed my brother!’, for instance — fruitful stories are in some respects ‘opaque’.  Effective stories lay out ‘what happened [and]… how it felt… Then the thinking around it and the reflection on that experience is easier to do and someone hasn’t closed the door before you’ve even started’. Our research suggests ‘small stories’ rather than tragic or dramatic ones can be the most helpful for prompting change, a view supported by Locock and colleagues in their exploration of the uses of the HealthTalkOnline archive for service improvement (2014).  As well as arousing less resistance from listeners, these ‘small stories’ may be more likely to be the kinds of tales that storytellers want to tell.

An example of what such stories might look like can be found in the Dangling Conversations online learning resource for student nurses, developed by Dr Rosie Stenhouse in conjunction with Patient Voices. The introduction to the package notes that ‘the digital story making method let participants tell the story that they chose and did not demand that people talked directly about their experience of dementia’. The fact that most of these stories neither explicitly nor overtly thematize the experience of dementia at first troubled Stenhouse. However, she concludes, ‘I think they do the job because the audience hears the story knowing that the storyteller has dementia. That’s what makes them powerful, because it is not the dementia that’s presented, it’s the person’ (Stenhouse & Tait 2014, p. 847).  

While some trainers stressed the importance of ‘walking in the shoes’ of people with dementia, others suggested that ‘teachable’ personal accounts encourage listeners to consider what they would do, as health professionals, in the situation described by the narrator. One trainer described such stories as ‘pausable stories’ — tales that can literally be literally paused midway.  Such stories encouraged listeners to cultivate testimonial listening: connecting stories to their own professional practice and to consider what could have been done differently. 

Finally and most importantly, our interviewees stressed the importance of acknowledging and working with the full range of powerful emotions — distress, defensiveness, frustration and shame, as well as connection and empathy — evoked by digital life stories. ‘You have to be careful. Your duty of care in presenting a story is not just to the patient and storyteller, also to the people that are going to listen’ stressed one listening broker. Our focus group of dementia care trainers emphasised the importance of taking on rather than avoiding or skirting around the ‘tough things’ and the ‘scary stuff’.  Listening brokers must themselves be good listeners, open and attuned to difficult emotions that may be ignited by listening to other peoples’ experiences of illness, disablement and encounters with health care services.  Anticipating and attending to the emotional responses of health and aged care workers as they encounter the lived experience of others plays a key role in enabling change in professional practices.  




Acknowledgements
Earlier drafts of some parts of this chapter appeared in Matthews and Sunderland, Digital Storytelling in Health and Social Policy (2017 Routledge). We would like to thank those who interviewed for this chapter: staff at the Dementia Centre at Stirling University and the South Australian and Northern Territory Dementia Training Study Centre; Sarah Puntoni, Anna Tee, and colleagues in the 1000 Voices project; Lisa Heledd Jones of Storyworks; Professor Maggie Kirk and Karen Lewis from the University of South Wales; Pip Hardy and Tony Sumner from Pilgrim’s Progress/Patient Voices; Amy Hill from Silence Speaks; and those who wish to remain anonymous.  Interviews and fieldwork used in this chapter were supported by Macquarie University’s Outside Studies Programme and a Macquarie University Faculty of Arts Learning and Teaching Research Grant, while essential writing time was enabled by the Macquarie University Faculty of Arts Mid-Career Fellowship.  Thanks to Deb Watson, Jeannine Baker, Ruth Barcan, Justine Lloyd and Chris Matthews for their advice on earlier drafts.


References
Amundson, R. 2010, ‘Quality of life, disability and hedonic psychology’, Journal for the Theory of Social Behaviour, vol. 40, no. 4, pp. 374-392. 
Behuniak, S. 2011, ‘The Living Dead? The Construction of People with Alzheimer’s Disease as Zombies,’ Ageing and Society, vol. 31, no. 1, pp. 70–92.
Barton, S. & Burke, L. 2016, Defiant Lives, Fertile Films, Victoria. 
Bickford, S. 1996, The dissonance of democracy: Listening, conflict and citizenship, Cornell University Press, Ithaca, New York.
Boler, M. 1997, ‘The Risks of Empathy: Interrogating Multiculturalism’s Gaze’, Cultural Studies, vol. 11, no. 2, pp. 253–273.
Boler, M. & Zembylas, M. 2003, ‘Discomforting Truths: The Emotional Terrain of Understanding Difference’, in P.P. Trifonas, (ed.), Pedagogies of Difference: rethinking education for social change, Routledge, London, pp. 107-130.
Cansdale D. & Diprose, K. 2017, ‘“People are worse off”: NDIS funding gaps leave many without care in Victoria’, from ABC Online News October 26, viewed 26 February 2019, http://www.abc.net.au/news/2017-10-26/funding-gaps-emerging-between-ndis-and-victorian-government/9079484.
Couser, G. T. 2014, Narrating disability inside and outside the clinic: Or, beyond empathy. Seminar conducted at Liverpool Hope University College, Centre for Culture and Disability Studies, Liverpool.
Dreher, T. 2012, ‘A partial promise of voice? Digital storytelling and the limits of listening’, Media International Australia, vol. 142, pp. 157-166.
Dixon-Woods, M., McNicol, S., & Martin, G. 2012, ‘Ten challenges in improving quality in healthcare: Lessons from the Health Foundation’s evaluations and relevant literature’, BMJ Quality and Safety, vol. 21, pp. 876–884.
Ducey, A. 2007, ‘More than a job: Meaning, affect and training health care workers’ in P. Clough & J. Halley (eds.), The Affective Turn: Theorizing the Social, Duke University Press, Durham, North Carolina, (pp. 187–208).
Frank, A. W. 1995, The wounded storyteller: Body, illness and ethics, University of Chicago
Press, Chicago.
Gubrium, A., Hill, A., & Flicker, S. 2014, ‘A situated practice of ethics for participatory visual and digital methods in public health practice: A focus on digital storytelling’, American Journal of Public Health, vol. 104, no. 9, pp. e1-e9. doi: 10.2105/AJPH.2013.301310.
Haigh, C. & Hardy, P. 2011, ‘Tell me a story — a conceptual exploration of storytelling in healthcare education’, Nurse Education Today, vol.  31, pp. 408-411. 
Hall, M. & Rossmanith, K. 2016, ‘Imposed stories: Prisoner self-narratives in the criminal justice system’, International Journal of Crime Justice and Social Democracy, vol. 5, no. 1, doi: http://dx.doi.org/10.5204/ijcjsd.v5i1.284.
Hallahan, L. 2009, ‘Public testimony: Empowerment or humiliation?’, The Story of the Story: Life Writing, Ethics and Therapy Conference, Flinders University, Adelaide.
Hallahan, L. 2015, ‘Disability policy in Australia: a triumph of the scriptio inferior on impotence and neediness?’, Australian Journal of Social Issues, vol. 50, no. 2, pp. 191-208.
Hardy, P. & Sumner, T. (eds.), 2014, Cultivating Compassion: how digital storytelling is transforming healthcare, Kingsham Press, Chichester.
Hemmings, C. 2012, ‘Affective solidarity: feminist reflexivity and political transformation’, Feminist Theory, vol. 13, no. 2, pp. 147–161.
Hevey, D. 1992, The Creatures Time Forgot: photography and disability, Routledge, London.
Hill, A. L. 2008, ‘Learn from my story’: a participatory media initiative for Ugandan women affected by obstetric fistula’, Agenda, vol. 22, no. 77, pp. 48–60.
Kelly, R. 2008, ‘Testimony, witnessing and digital activism’, Southern Review, vol. 40. no. 3, pp. 7–22.
Kirk, M., Tonkin, E., Skirton, H., McDonald, K., Cope, B., & Morgan, R. 2013, ‘Storytellers as partners in developing a genetics education resource for health professionals’, Nurse Education Today,  vol. 33, pp. 518–524.
Kittay, E.F. 2009,  ‘The personal is philosophical is political: a philosopher and mother of a cognitively disabled person sends notes from the battlefield’, Metaphilosophy, vol. 40, nos 3-4, pp 606–626.
Kitwood, T. 1997, Dementia Reconsidered: the person comes first, Open University Press, Buckingham.
Knight, K. 2015, Strange Country: explorations through the territory of motherhood and child disability (Doctoral dissertation. Macquarie University, Sydney.
Lipsky, M. 1980, Street Level Bureaucracy: dilemmas of the individual in public services, New York: Russell Sage Foundation.
Lloyd, J. 2009, ‘The Listening Cure’, Continuum: Journal of Media and Cultural Studies,  vol. 23, no. 4, pp. 477–487.
Locock, L., Robert, G., Boaz, A., Vougioukalou, S., Shuldham, C., Fielden, J., Ziebland, S., Gager, M., Tollyfield, R., & Pearcey, J. 2014, ‘Using a national archive of patient experience narratives to promote local patient-centered quality improvement: An ethnographic process evaluation of “accelerated” experience-based co-design’, Journal of Health Services Research & Policy, vol. 19, no. 4, pp. 200–207.
Longmore, P. 1997, ‘Conspicuous contribution and American cultural dilemma’, The Body and Physical Difference: Discourses of Disability, D. T. Mitchell & S. Snyder (eds.), The University of Michigan Press, Ann Arbor, pp. 134–158.
Matthews, N. & Sunderland, N. 2017, Digital Storytelling in Health and Social Policy, Routledge, London.
McGloin, C. 2015, ‘Listening to Hear: Critical Allies in Indigenous Studies’, Australian Journal of Adult Learning, vol. 55, no. 2, pp. 267–282.
Meadows, D. 2003, ‘Digital storytelling: Research-based practice in new media’, Visual Communication, vol. 2, pp. 189–93.  
Pedwell, C. 2012, ‘Affective (self-) transformations: empathy, neoliberalism and international development’, Feminist Theory, vol. 13, no. 2, pp. 163–179.
Poletti, A. 2011, ‘Coaxing an intimate public: life narrative in digital storytelling’, Continuum, vol. 25, no. 1, pp. 73–83. doi: 10.1080/10304312.2010.506672.
Rossiter, M. & Garcia, P. A. 2010, ‘Digital storytelling: a new player on the narrative field’, New Directions for Adult and Continuing Education, 126, 37–48. doi: 10.1002/ace.370.
Rushmer, R. & Davies, H. T. O. 2004, ‘Unlearning in health care,’ Quality & Safety in Health Care, vol. 13 (Suppl II), pp. ii10–ii15.
Ryan, S. & Runswick-Cole, K. 2008, ‘Repositioning mothers: mothers, disabled children and disability studies’, Disability and Society, vol. 23, no. 3, pp. 199–210.
Scherder, E., Herr, K., Pickering, G., Gibson, S., Benetti, F., & Lautenbacher, S. 2009, ‘Pain in dementia’, Pain, vol. 145, no. 3, pp. 276–278.
Shega, J., Emanuel, L., Vargish, L., Levine, S., Bursch, H., Herr, K., Karp, J., & Weiner, D. 2007. ‘Pain in persons with dementia: complex, common and challenging’, The Journal of Pain vol. 8 no. 5, pp. 373–378.
Smith, S. & Watson, J. 2001, Reading Autobiography: a guide for interpreting life narratives, University of Minnesota Press, Minneapolis and London.
Stabler, A. 2014, ‘Healthy teams: the challenge of implementing digital storytelling in healthcare organisations’, in P. Hardy & T. Sumner (eds.), Cultivating Compassion: how digital storytelling is transforming healthcare, Kingsham Press, Chichester, pp. 165-174.
Stanley, L. 2002, ‘From “self-made women” to “women’s made-selves”: audit selves, simulation and surveillance in the rise of the public woman’, in T. Cosslett, C. Lury, & P. Summerfield (eds.), Feminism and Autobiography: text, theories, methods, Routledge, London, pp. 40–60.
Stanton, P. 2014, ‘Towards compassionate governance: The impact of Patient Voices on NHS leadership’, in P. Hardy & T. Sumner, (eds.), Cultivating Compassion: how digital storytelling is transforming healthcare, Kingsham Press, Chichester, pp. 55–66.
Stenhouse, R., & Tait, J. 2014, ‘Finding our voices in the dangling conversations: co-producing digital stories about dementia’, in P. Hardy, & T. Sumner (eds.), Cultivating Compassion: how digital storytelling is transforming healthcare, Chichester, Kingsham Press, pp. 283–296.
Sunderland, N., Kendall, E., & Catalano, T. 2009, ‘Missing discourses: concepts of joy and happiness in disability’, Disability and Society, vol. 24, no. 6, pp. 703–714. 
Thill, C. 2009, ‘Courageous listening, responsibility for the other and the Northern Territory Intervention’, Continuum: Journal of Media and Cultural Studies, vol. 23, no. 4, pp. 537–548.
Thill, C. 2015, ‘Listening for policy change: how the voices of disabled people shaped Australia’s National Disability Insurance Scheme’, Disability and Society, vol. 30, no. 1, pp. 15-28.
Thumin, N. 2009, ‘Everyone has a story to tell: mediation and self-representation in two UK institutions’, International Journal of Cultural Studies, vol. 12, pp. 617–38.



18

