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To everyone in academia, who is directly or indirectly affected by disabilities, chronic illness and/or neurodivergence;

And to those who need to learn.
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Introduction: Being ‘different’ in academia

Nicole Brown


Introduction

This book is the result of a long process. In November 2017, I spearheaded the organisation of a conference on the theme of ableism in academia held at the UCL Institute of Education in the spring of 2018. My interest in organising the conference came out of fieldwork, which led to me understanding more deeply the sense of failure many academics experience because they cannot meet expectations placed upon them due to their ill health or disabilities. The response to the conference was so overwhelming that I decided straight away there would be two edited books: one would provide the space for theorising experiences and the second would use the lived experiences as a starting point for recommendations to improve attitudes and practices in higher education. After the successful launch of Ableism in Academia: Theorising Experiences of Disabilities and Chronic Illnesses in Higher Education (Brown and Leigh, 2020), this is now the second edited book.

In this edited collection, members of academia explore notions of ableism in academia from the viewpoint of their personal and professional experiences and scholarship. The book introduces pressures and challenges faced by disabled, chronically ill and/or neurodivergent academics written from the viewpoint of those working in academia and exploring what can be done to help others like them. Of course, lived experiences of illnesses and disabilities are not uniform, and neither are the circumstances and backgrounds of individuals. As such, the experiences presented in this book are merely a starting point to begin conversations around ableism in academia in earnest. As contributors we are aware of our privileges and the responsibilities that accompany these privileges: to raise awareness, to highlight inequities, to present the reality of struggles, to offer helpful, practical ideas and to further the conversation that began with that conference in March 2018.

Higher education in the 21st century

Academia always had the reputation of privilege, with those working in higher education contexts considering themselves lucky to have the autonomy and flexibility that research and teaching afford and that hardly any other profession or job can offer. At the same time, the public narrative includes a discourse of inclusion, equality and diversity within the academy, which again is unrivalled across sectors and professions. It is true that particular aspects of academic and scholarly work – such as researching in the field, guest lecturing or presenting at conferences and working from home to prepare for these duties – look enticing to outsiders. These are the kinds of tasks that make the roles varied, and that foreground the widely valued autonomy and flexibility. However, when we look more closely at academic employments and working conditions in the 21st century higher education institutions, an image emerges that is quite at odds with that public narrative.

Where students are concerned, within the UK there is a clear increase of students that are Black, Asian, Mixed or from Other ethnic backgrounds, while the number of White students has remained relatively stable during the latter half of the 2010s (HESA, 2020). Additionally, the number of students reporting and recording a disability keeps increasing year on year, so that from the academic year 2003/04 to the academic year 2017/18 the proportion of students with a known disability has more than doubled from 5.4 per cent to 12.9 per cent (Advance HE, 2019a), with many students in the late 2010s disclosing specific learning difficulties and mental health conditions (Advance HE, 2019a). Yet, the student statistics already cast doubt on the image of equality and inclusion within higher education. The largest proportion of students disclosing disabilities is the student body of first-degree undergraduates, who account for 14.4 per cent of disclosures. This compares with 10.6 per cent of other undergraduate students, 9.3 per cent of taught postgraduate students and 9.0 per cent of research postgraduate students who disclose a disability (Advance HE, 2019a). The real picture behind the façade of inclusion and equality is clarified further when looking at staff within higher education. In the academic year 2017/18 only 0.6 per cent of all professors in the UK were Black and only 3.1 per cent of all heads of institutions in the UK identified as Black, Asian or minority ethnic (BAME), which accounts for fewer than five heads of institutions across the entire UK higher education landscape (Advance HE, 2019b). Institutions may pride themselves for having increased their proportion of BAME staff, and indeed, this is a good trend to observe (Advance HE, 2019b). However, this is and should not be seen as providing equality and inclusion. Considering the statistics for disability disclosure, the picture is equally bleak. Despite the fact that overall disability disclosure rates have more than doubled from 2007/08 to 2017/18, the disclosure rates remain lower among academic staff than among professional and support staff (Advance HE, 2019b). Among the academics, further trends are worrisome: 5.3 per cent of academic staff on teaching-only contracts disclosed as disabled, compared with 3.2 per cent of those on research-only contracts. The disability disclosure rate among academic staff on teaching and research contracts was between the two, at 4.2 per cent (Advance HE, 2019b).

The disclosure rates reported here, as well as the above-mentioned student statistics, suggest that the more ‘scholarly’ academic work is the more likely it is for individuals not to report a disability. There are two particular factors at play here that explain the drop in disclosure reports: First, disclosure is a cost-benefit analysis between the cost of stigmatisation and discrimination and the benefit of support systems, such as reasonable adjustments (see Brown and Leigh, 2018; Brown, 2020a). The figures quoted suggest that for undergraduate students the benefit from support more likely outweighs the risk of stigmatisation than is the case for postgraduate students or academic staff, for example. Second, the drop of disclosure rates at transition points from undergraduate level through to academic roles and jobs raises the question of whether or not there are disabled and chronically ill students who drop out of the academy. The figures make us ask ourselves whether individuals in research positions are uncomfortable reporting a disability or if they drop out of academic careers. Whatever the precise answer is to both of these questions, the picture painted here is not one of inclusion and equality, but one of an environment where those who are marginalised and vulnerable are not supported in the best possible way. We can see how academia only enables specific kinds of people and favours particular ways of learning and working.

The typical academic is one who is a ‘hyperprofessional’, a person who remains connected and switched on at all times, who is highly productive, who offers more than what is required, who engages in visible and unseen work and who goes above and beyond (Gornall and Salisbury, 2012). The reality of working in higher education in the 21st century is further compounded by developments of marketisation, globalisation and internationalisation in the neoliberal academy (Molesworth et al, 2010; Brown and Carasso, 2013; Taylor and Lahad, 2018; del Cerro Santamaría, 2020). As a consequence of the trends towards marketisation, institutions compete for excellence in research and teaching, which requires academics to undertake the best possible research, to win the highest amounts of grant funding and to publish in the most reputable journals alongside maintaining the highest quality in teaching and tutorials (Watermeyer, 2015). The institutional drive towards excellence therefore leads to individuals also needing to be better, faster, more productive in order to contribute meaningfully to this excellence discourse (Blackmore, 2015). The lines between work and life become blurred to such an extent that individuals struggle to keep apart the personal, private and the public, and such work, in turn, makes the ‘hyperprofessional’ (Gornall and Salisbury, 2012) go even further.

Another consequence of neoliberalism is that permanent positions in academia are rarer than ever, with most vacancies being filled on a fixed-term, contractual or hourly paid basis. In 2017/18, the percentages of academics on full-time and open-ended/permanent contracts amounted to 66.4 per cent and 66.5 per cent, respectively (Advance HE, 2019b). Conversely, this means that one third of the academic workforce in the UK was not. Of those, who were working on a part-time basis, 50.4 per cent were on fixed-term contracts. More sobering still is the fact that 66.4 per cent of academics on fixed-term contracts were aged 40 and under (Advance HE, 2019c). These stark facts highlight the result of competition and competitiveness among jobseekers. Under these circumstances, it should be all too easy to step away from the academic workplace. And yet, individuals do compete and continue to run the mills of the academy. As the figures have shown, however, individuals, who do not fit in with the given pace and productivity needed to stand out, will be left behind.

The body enters

Within the discourse of the neoliberal academy and its ways of working, work remains distinctly disembodied, as is common for most of anglophone Euro-Western education overall (Kelan, 2011). Generally, the academic body, the physical body, does not enter the conversation or consciousness. And yet, the precarious and competitive working conditions described result in drastic increases of stress-related illnesses, burnout and mental health conditions among university staff (Taris et al, 2001; Opstrup and Pihl-Thingvad, 2016; Darabi et al, 2017). Thus, irrespective of our collective preference for a disembodied workforce, the body enters. If we are able to ignore our own embodiment under common circumstances, this is only possible because of and due to us not being aware of and ignoring the existence of our bodies. As, however, our bodies start to react to external factors with extreme fatigue, pain or anxiety, for example, they re-enter our awareness and push themselves to the forefront of our minds and experiences (Leder, 1990). In Leder’s (1990) terms a healthy body is an absent body, whereas a body that does not function normally ‘dys-appears’ in that it asks for us to attend to it and at the same time causes us to feel removed from our usual selves. It is this dys-appearance of the body that disabled, chronically ill and/or neurodivergent individuals experience in academia.

Disability and ableism studies emphasise the social model of disability (Oliver, 1983, 2013), according to which disability is not a personal fault or failure of the disabled individual, but the collective failure of society as a whole to remove barriers preventing the disabled individual from taking part in everyday life. While this is an important basic view to take, the social model does not necessarily consider the individual’s emotional, embodied experiences. The experience of disability itself is not dichotomous but lies on a spectrum of more or less ‘normal’ or ‘disabled’ depending on the circumstances one finds oneself in (Barnartt, 2010; Deegan, 2010). A physically disabled person will ‘feel more disabled’ when the limitations are brought to the foreground as a result of societal barriers than say when the environment is so inclusive and welcoming that the physical disability and the body’s deviance can return to the state of being ‘absent’ (Leder, 1990). This striving for the absent body needs to be challenged, as it merely perpetuates the image of particular kinds of workers and workings, and thus the ableism that is so prevalent in academia (Brown, 2020b). Ableism is the thought process that presumes a specific version of a body, an able body that is free from ‘faults’ (Chouinard, 1997) and that, as a consequence of its focus on the ablebodiedness, marginalises ‘physical, mental, neuronal, cognitive or behavioural’ differences as deviant (Wolbring, 2012: 78) and describes the disabled or chronically ill body ‘as a diminished state of being human’ (Campbell, 2001: 44, 2009). This is where the narratives and the lived experiences of disabled, chronically ill and/or neurodivergent staff in academia play a vital role in resisting the discourses of marginalisation.

Experiences of ableism in academia

Although ableism and internalised ableism are endemic in academia (see Brown and Leigh, 2020), little is known about the actual lived experiences of disabled, chronically ill and/or neurodivergent academics. The authors here are experienced writers and scholars in their own respective fields, although not necessarily in the field of disability studies. As such, this book is not situated within a specific disciplinary tradition such as disability studies, sociology, education and the like. Instead, the contributions are focused on the personal experiences of individuals to provide an insight into what it feels like to live and work in academia as someone who is neurodivergent and/or has a disability or chronic illness.

With this book we all aim to provide an insight into the lives and works of non-stereotypical academics, and to offer practical ideas and strategies for implementation in order to improve working conditions and learning environments for staff and students within academia.

Chapter overviews

In the opening chapter Laura Ellingson specifically uses emotional attachment through irony to illuminate her experiences of ableism in academia. Her account of being physically disabled draws on irony and feminist readings to theorise and exemplify autoethnography as a way of producing knowledge that provokes and evokes and is therefore a valid, robust and important framework for disability and ableism studies.

Angharad Butler-Rees (Chapter 2) draws on her experiences as a visually impaired academic to explore the circumstances of higher education in the 21st century that lead to the distinct rejection of emotions. Angharad demonstrates how academia demands a way of working that is devoid of emotions, thereby showing how this results in an emotional toll on the individual.

Chapter 3 by Jennifer Leigh argues that embodiment incorporates a conscious self-awareness of information, sensations and emotions that arise from the body and the mind, which, in turn, impacts on the generation of knowledge and research that gives us an insight into embodied experience. Jennifer shows that a research that centralises embodiment and authenticity is another robust framework to illuminate ableism and the experience of disability, chronic illness and/or neurodivergence.

In her chapter (Chapter 4), Sharon Smith discusses the use of language and its impact on how experiences of disability, chronic illness and/or neurodivergence are viewed. Sharon argues that the current terminology in use tends to focus on a deficit model rather than on the inclusive approach needed to develop truly inclusive practices in higher education, and she concludes with a call for allowing individuality.

Following a brief intermezzo, Oliver Daddow opens the second part of the book (Chapter 5) and presents his experiences of colour blindness and how the invisible impairment has not only shaped his educational formation, but also impacts the way he undertakes research. Despite its light-hearted narrative, Oliver’s story helps us realise the kinds of assumption we make on an everyday basis, thereby unintentionally excluding individuals, yet excluding them nonetheless.

The subsequent chapter by Robert H. Mann and Bryan C. Clift provides insight into the life of a scholar who has a stammer (Chapter 6). The two scenes presented make evident the discrepancy between the academic’s internal monologue and external conversations, the emotions and feelings of frustration and the embarrassment and failure associated with not being able to hold the conversation as would have been wanted or planned.

Feelings of frustration and failure are also a key component in Jeanne Barczewska’s Chapter 7, in which she presents her experiences of losing her voice due to vocal cord nodules, an ulcer on her larynx and laryngopharyngeal reflux. However, she not only speaks to the lost vocal cords, she also uses her chapter to explore the theme of having metaphorically lost her voice in her academic role due to uncomfortable leave and return to work arrangements.

Nicole Brown then considers the experience of hearing loss and deafness in contemporary academia (Chapter 8). Drawing on her own experiences of ever-increasing hearing loss, she highlights how difficult it may be for an individual to come to terms with the inevitable, while at the same time demonstrating that there are no neat categories, only messiness when it comes to embodied experiences.

In her contribution (Chapter 9), Rosalind Janssen explores the messiness of experiences that are at intersections; in her case, at the intersection of chronic illness, age and gender. She openly discusses collagenous colitis, an inflammatory disease affecting the large bowel, and the impact this has when, for example, you need to leave a seminar room mid-lecture. As such, she not only explores gendered ageism alongside chronic illness, she also covers the taboo of bodily functions in a refreshingly honest way.

Chapter 10 by Chris Mounsey and Stan Booth begins with a light-hearted account of Chris’s successful relationship with his Access to Work partner Stan. The chapter highlights Chris’s experience in relation to disability schemes currently commonly propagated in the UK, the Disability Confident Scheme and the Access to Work provisions. The chapter concludes with a specific afterword by Stan, who reflects, in turn, on his experience as an Access to Work partner for Chris.

Emma Sheppard’s Chapter 11 is the first in a group that considers the academic in the context of working with and for students. Emma chooses not to name her diagnosis, as ultimately this should not be and indeed is not relevant. For her, the importance is to focus on making invisible needs visible for others in order to create empathy and understanding.

In Chapter 12, Chloe Farahar and Annette Foster also present the theme of invisible needs in their treatise on Autistic people in academia. Using their personal experiences, Chloe and Annette highlight that for some being Autistic1 is a clear identity, which needs to be respected accordingly, that being Autistic is not a dichotomy, and that our stereotypical views of autism are an example for our very limited understanding of the multitude of experiences that are possible.

The subsequent chapter by Jo Sullivan (Chapter 13) focuses specifically on the experience of autism within nurse education. Jo’s contribution needs to be seen as an example for the interaction between neurodivergence and work-based learning courses and professional routes into academia.

The composer Ben Lunn provides an entirely different approach to exploring differences, disabilities and neurodivergences, when he explores ableism in music academicism in Chapter 14. In his critically reflective opinion piece, he focuses on the endemic problems that disabled people come up against, and which need to be rectified.

In their chapter about dyslexia (Chapter 15), Jennifer Hiscock and Jennifer Leigh present an insight into the experiences of an academic with dyslexia and an academic supporting others with dyslexia. They specifically critique commonly available coping strategies and support tools in order to present a more realistic picture of dyslexia in the academy.

Chapter 16 by Mikael Vejdemo-Johansson and Ian P. Gent focuses on the difficult topics of mental health issues and suicide in academia. Referring to their experience of setting up the group blog Depressed Academics and using the blog as evidence, Mikael and Ian present the brutal reality for many academics who experience depression.

In a similar vein, Nicola Martin deals with difficult emotions resulting from bereavement alongside personal experiences of cancer. In her contribution (Chapter 17), Nicola highlights the messiness of life which means that, sometimes, experiences strongly interconnect and intersect, although in Nicola’s personal timeline narrative, there is the before and the after.

Clare Lewis also refers to the before and after when she openly discusses how, in the aftermaths of major traumatic injury, she had to learn to come terms with what had happened to her (Chapter 18). Clare’s chapter in a way epitomises and summarises all previous chapters and experiences, when she discusses the difficulty of making sense of our identity, and of deciding which elements of our identity we are able and willing to share with others.

In her conclusion, Nicole Brown reflects on the connecting threads through all the chapters and provides an outlook at what the future might bring for academics with disabilities, chronic illnesses and/or neurodivergences. Yet, this is not an attempt to provide a quick-fix for ‘reasonable adjustments’ or support. Instead, every single one of us contributing to this book tells a personal story that readers may relate to, that may provoke emotive reactions, that may result in real actions leading to the attitudinal change so needed in higher education.


Note

1This book uses capitalised and non-capitalised terms such as autism and Autism, deaf and Deaf, to mark when a specific identity is intended.
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Part I

Ways of knowing


Expectations within academia result in specific ways of working and knowledge production being favoured. These tend to be linked to post-positivist frameworks and paradigms, even within the qualitative realm. This tendency is further compounded by government strategies and initiatives that emphasise the role and relevance of the hard sciences as compared to the contributions the soft sciences or creative industries may have to offer. These trends towards an absolute, rational knowledge are at odds with individuals’ personal experiences of illness and disabilities and their needs to make sense of what happens in their everyday lives.

Part I of this book therefore considers ways of working and knowledge production to generate data and provide context of experiences. The contributions in this part present a range of frameworks to exploring the lived experiences of disability and illnesses within academia. The autoethnographic, autobiographical and embodied perspectives presented in this section provide structured and insightful lenses through which disability experiences can be explored critically, analytically and rigorously.

By the second decade of the 21st century, interpretative methods and approaches within qualitative research are no longer unique, innovative or outlandish. Yet, the process of undertaking autoethnography, self-narrative or embodied inquiry is not without risks. As will be shown in the subsequent chapters, this form of inquiry is incredibly personal (Bochner and Ellis, 2002), which may be considered self-indulgent or narcissistic (Salzman, 2002; Sparkes, 2002). However, through the consistent application of self-examination and self-reflection, self-inquiry helps in making sense of one’s own experiences, which in turn leads to better understanding of others (Chang, 2016). Finally, by sharing the self-inquiry the researcher-authors are able to affect their readers and initiate transformation (Berry, 2006). The ambitious aim in this part of the book lies in demonstrating the value of autoethnographic, autobiographical and embodied perspectives in making sense of and presenting lived experiences.
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A leg to stand on: irony, autoethnography and ableism in the academy

Laura L. Ellingson


Introduction


Harsh fluorescent lights glare down on me as I enter the tiny, beige room that houses my department’s photocopier. The sharp scent of hot toner wafts from the machine as it spits out page after page of what appears to be an exam. Resigned, I place my biannual, state-issued disabled parking certificate on the copier and press several buttons to scan it into an electronic image.

“Hey! How are you?” asks my colleague Ben, as he enters the room and reaches for the pile of copies on the lower tray.

I roll my eyes. “I’m okay, just scanning proof that my leg is still amputated – for next year’s parking pass.”

Ben looks back at me incredulously. “Seriously?”

“Yup,” I nod. Sneering, I continue, “My leg still hasn’t grown back – shocking!”

“So your permanent disability is actually permanent?” he asks with mock surprise.

“Indeed. If only I came from a family of starfish, maybe there would be hope for regenerating a leg,” I quip.

Ben shakes his head. “That’s ridiculous. What a waste of your time and theirs.”

Grateful for his understanding, I say goodbye to Ben and return to my office to dutifully email the scanned certificate to the university parking office.


The demand that I repeatedly provide current documentation of my status as a disabled motorist to my university is, of course, a minor institutional barrier. The parking office’s stated goal of ‘accurate and up-to-date record keeping’ requires wasting my time and theirs with bureaucratic nonsense born of an endless well of suspicion. I sarcastically refer to this policy as ‘proving that my leg still has not grown back’, following amputation above the knee due to complications of bone cancer, after almost 20 years of limb-salvaging surgeries. A widespread belief has been articulated to me over the years by various students, faculty, staff and administrators that some (manipulative, even deceitful) disabled faculty unfairly take advantage of university policies such as the small discount in parking rates or priority scheduling of courses, necessitating administrative vigilance. When I do secure a disability accommodation, the cost is an implicit requirement that I be demonstrably appreciative of my university’s generosity, performing a relentless, cheerful gratitude and remaining polite, patient and nonconfrontational in the face of ableist policies, practices and microaggressions on my campus.

In this ‘layered account’ (Rambo Ronai, 1995), I review research on disabled university faculty staff and narrate some of my own lived experiences as a disabled professor at a private liberal arts university in the US. In so doing, I theorise the potential of autoethnography as an intervention into intractable, inequitable higher education systems encountered by disabled faculty. Specifically, I employ evocative autoethnographic narrative moments (Ellis, 2004) to illustrate my use of irony, in the form of humour and sarcasm, as a subversive tool against institutionalised and interpersonal ableism; by playing the fool, I hope to highlight just how foolish the rationales constructed to deny or justify inequities and illuminate how disabled faculty cope with microaggressions.

Before I go any further, I want to acknowledge that in many ways, I am one of the privileged disabled faculty. Despite its ableist culture, my institution has been supportive of me in a number of ways, such as providing my full salary while I was on medical leave (rather than only the considerably smaller disability insurance payments) shortly into my second year on tenure track. More significantly, at no time did anyone insinuate (at least within my hearing) that my medical leave would jeopardise the likelihood of my earning tenure, nor that my second, longer medical leave during my seventh year would delay my promotion to full professor. Having reached both of those milestones has granted me the freedom to write this chapter frankly and honestly without concern for negative consequences to my career. I am further insulated by White and heteronormative privileges that many disabled faculty do not enjoy; these both increased the likelihood that I would earn tenure and will decrease the risks I face in speaking as a disabled professor (Campbell, 2008). Autoethnography provides a generative method for documenting and reflecting on the embodied complexities of navigating an ableist culture among the well-meaning and the somewhat less well-meaning members of academia.


I’m sitting through a faculty affairs committee meeting in the Provost’s conference room, shifting uncomfortably in my chair over and over again as I struggle to get the angle of my prosthetic socket just right so that it is parallel to the floor. When I sit with it at an angle the edge of the socket pushes up into the right side of my bottom, irritating the skin and muscle there. Shifting again, I try to re-enter the conversation in progress, figuring out where we are in the process of revising a proposed change to a governance procedure.

In the background of the quiet conversation, the air pump on my prosthetic socket (the part that keeps the prosthesis attached to what’s left of my leg) begins to vibrate audibly as it sucks air out, reestablishing the optimal level of vacuum pressure. I start to cringe but instead straighten my spine, refusing to apologise or explain the noise that is part of my daily routine. Two people begin to look around, wondering where the buzzing noise is coming from.

A faculty colleague who has become a friend over our years of working together on various campus initiatives, whom I will call Nicholas (not his real name), is sitting next to me. When the buzzing noise continues unabated after a few seconds, he looks at me impatiently and reaches over to grab my smartphone where it rests on the wooden table, assuming it is responsible for the noise. Holding my phone out to me, he pushes the button on the side that should silence the buzzing of an incoming call or text.

I watch his face as the buzzing continues unabated. Annoyance turns to confusion, dismay, and then embarrassment as he gradually realises that his attempt to silently but very visibly admonish me for failure to follow proper smartphone etiquette has instead drawn further attention to my still-vibrating prosthetic pump. Everyone is looking at me now, and I flush but keep my chin up, refusing to apologise for my body. After a pause, the chair of the committee resumes the meeting.

I look over at Nicholas, giving him a sardonic, exaggerated version of the look he had given me as he reached for my phone, clearly conveying that I did not appreciate his behaviour.

“Sorry,” he mumbles, red faced and contrite.

I offer him a small smile and nod, letting it go.


What is autoethnography?

Autoethnography is research, writing, story and method that connect the autobiographical and personal to the cultural, social and political; it is both a process and a product (Ellingson and Ellis, 2008; Ellis, 2004; Ellis and Bochner, 2000). The author incorporates the ‘I’ into research and writing, yet analyses self as if studying ‘others’ in a culture of which the researcher is a part. Evocative autoethnographic accounts portray meaning through dialogue, scenes, characterization and plot, claiming the conventions of literary storytelling and through poetic language (Faulkner, 2017). Toward the other end of an art–science methodological continuum, analytic forms of autoethnography highlight more systematic approaches to documenting and analysing researchers’ past experiences (Chang, 2016). Layered autoethnography features alternating segments of academic writing with story, poetry, or other artistic representations (Rambo Ronai, 1995). A strength of this form is the mirroring of complex relationships, organisations and cultural tropes by the construction of research, reflection, and story (or other art) into an account that flows back and forth between ways of sensemaking (Ellingson, 2009).
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