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1. Introduction

In recent years, the word “health” has become virtually ubiquitous. In the United
States, “health care” and “health insurance” have long constituted critical and highly contested issues, not least since President Barack Obama signed the groundbreaking Patient Protection and Affordable Care Act into law in March 2010. Political matters cast aside, the very use of the word “health” in this context bespeaks
America’s contemporary preoccupation with health and, simultaneously, its collective fear of falling ill. While in many other languages, the health care system is
termed not with reference to “health,” but indeed to “illness,” the case it aims to insure, the English term reflects the significance of health in U.S. society. Memoir
and Disability Studies scholar Thomas Couser thus defines American society as at
once disease and health conscious – an utterance not to be taken as a contradiction,
but one that needs to be understood as society’s mandate that individuals are responsible for their physical (and mental, one should add) well-being (Recovering
9). Similarly, one does not just set up appointments at doctors’ offices, but visits the
“health center,” where “health professionals” work. “Health conscious,” one works
out at the “health club,” shops at “health stores,” consumes “health products,”
downloads “health apps” or travels to “health resorts.” It thus comes as no surprise
that “health craze,” too, has recently entered the dictionary.
“Health issues,” these examples illustrate, have increasingly begun to dominate
public discourse, thereby moving health, disability, and illness from the realm of
the extraordinary into the realm of the ordinary and the everyday. Three decades
ago, sociologist Sarah Nettleton explains with reference to the seemingly dichotomous word pair health and illness, any mention of these terms would have conjured
images of doctors, nurses, hospitals, drugs, or first aid. Nowadays, these images are
supplanted by a wide variety of ideas ranging from nutrition and vitamins, exercise
equipment, biking, walking, and jogging, to health check-ups, screenings, and alternative medicine (Nettleton 1). ‘Fitness,’ the buzz word of the 1990s, the popularity
of running in U.S. culture, the more recent awareness of depression, as well as the
current “farm-to-table” and the steadily growing organic and vegan movements
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foreground health matters, while simultaneously turning health into a commodity
(cf. also ibid. 36). In this vein, Nettleton identifies an “imperative for healthy living” (ibid.).
Yet where does this leave the more than 56 million disabled individuals,1 who
make up 19 percent of the U.S. population? Or the 117 million Americans2 – 49
percent of the population – who have a chronic condition? While these large numbers of course attest to the great capacities of medical science, they also remind us
of its limited power to cure and raise the question of what it means to be ill, disabled, or healthy in today’s world, where emphasis lies, Kathlyn Conway argues, on
physical strength, beauty, and youth (Illness 4). Against this background, it is not
astonishing that in recent years, autobiographical3 writing on illness and disability
has increased immensely4 and has received considerable public and scholarly attention.
No doubt, the proliferation of these stories is also tightly intertwined with the
rise, and indeed, to borrow from Leigh Gilmore, the “boom” of the American mem-

1

The U.S. Census Bureau released published these estimates on the basis of the most recent Survey of Income and Program Participation conducted in 2010 on the 22nd anniversary of the Americans with Disabilities Act in 2012.

2

No doubt this estimate, gathered in the 2012 National Health Interview Survey (NHIS),
overlaps to some extent with the number of disabled Americans. Included in the statistics
are twenty chronic conditions, among them cancer, asthma, hypertension, diabetes, coronary heart disease, and stroke (cf. Ward, Schiller, and Goodman n. pag.).

3

My use of the adjective “autobiographical” here and throughout this book does not mean
to suggest that autobiographies and memoirs are synonyms or that the terms should be
used interchangeably but I use “autobiographical,” much like the term “life writing,” as
an umbrella term.

4

Book-length personal narratives of illness rarely date before 1900 and are still uncommon
before 1950 (Hawkins, Reconstructing 3). In fact, as Ann Jurecic observes, patients’ own
accounts were preceded by stories published regularly in professional medical journals,
as well as in the popular press during the first half of the twentieth century. They figured
most commonly in the personal memoirs of doctors or nurses or as case studies of psychologists and psychiatrists that included brief biographical sketches of their patients’
lives (Jurecic 5). Beginning in the 1950s, patients, too, began to publish their own stories
that frequently featured the experiences of polio and the patients’ isolation in institutions
(cf. ibid. 6). It is in this context that Hawkins locates the advent of the first illness narratives which she terms ‘testimonial pathographies.’ These early narratives tell the stories
of patients’ experiences with a strong focus on their emotions and thoughts, thus bearing
witness to their suffering and at the same time presenting the patient as a model for other
fellow patients that the narrative is intended to help (Hawkins, Reconstructing 4f.).
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oir (2), as the past two and a half decades have seen a tremendous shift in the ways
life experiences are recorded: In the 1990s, the memoir began to surge to unparalleled popularity and has now emerged as the dominant cultural mode of telling
one’s story, presenting arguments and floating ideas, providing justification or
(re)constructing reputations, and the sheer number of memoirs has been unprecedented (cf. Yagoda 28f.). Not only does the memoir hence hold paramount cultural
currency, but it also “rivals fiction in popularity and critical esteem” and has even
supplanted traditional autobiographical writing (Couser, Memoir 3, 18). The sharp
increase in the production and visibility of illness and disability memoirs is then
spurred by the ‘memoir boom,’ yet at the same time, these stories continue to add to
the popularity of the form (cf. ibid. 148).
Moreover, illness and disability memoirs attest to a crucial change in the demographics and body politics of life writing in the United States and generate one
of the primary sites through which ill and disabled subjects participate in public
discourses (cf. Couser, Signifying 3).5 It is in these texts that writers do not only
represent the body with its ailments, anomalies and impairments, but grant a voice
to the manifold experiences that discourses of contemporary biomedicine fail to
grasp and critically view their experiences, their bodies, and their selves against the
backdrop of cultural and social norms. This way, private experiences enter the public arena, a dynamic that in itself subverts the assumption that patients are passive
and silent (cf. Frank, “Reclaiming” 3).
Although this is not the first study to include life narratives on both illness and
disability, this book is the first to elucidate that when these texts are read side by
side, structural and aesthetic commonalities become evident that outweigh the factual and sociopolitical differences which separate these conditions and have made a
joint discussion of their literary representations a tenuous and fallible matter. Despite the fact that these life narratives are thematically framed by a lack of health,
this book departs from previous scholarship to suggest that contemporary illness
and disability memoirs abundantly present health and do so beyond its binary relationship to the pathological. The following close readings therefore aim to close a
gap in research by bringing into sharp focus the memoirists’ representations of cure,
recovery, and healing, and, more importantly, their reluctance to bring closure to
their narratives and align their stories with traditional notions of health.

5

Signifying Bodies aptly reflects on the notion of writing in today’s life writing, maintaining that writing need not to be taken literally in the digital age if one considers the electronic sites of life writing ranging from online blogs to personal profiles on social networking websites or videos uploaded on Youtube (see Couser’s chapter “Introduction:
The Some Body Memoir” for a thorough discussion of this issue).

12 | M EMOIRS OF W ELL-B EING

These memoirs challenge health defined merely as “the absence of disease” (cf.
e.g. Boorse 63) and therefore treat a pressing and insistent matter in our times –
one, however, that has until now unjustifiably been neglected in the study of illness
and disability life narratives. This becomes most apparent in the still persistent usage of Anne Hunsaker Hawkins’s term ‘(auto)pathography’ (introduced in her 1993
study Reconstructing Illness: Studies in Pathography)6 to refer to the vividly flourishing genre. Sidonie Smith and Julia Watson point out that illness and disability
memoirs work to “contest cultural discourses stigmatizing the writer as abnormal,
aberrant, or in some sense pathological” (261). Couser, too, despite his frequent usage of the term, criticizes it now for its emphasis on the pathological, arguing that
personal narratives of illness and disability need to be seen as “antipathological”
because “the impulse to write a first-person illness narrative is often the impulse to
depathologize one’s condition” (quoted ibid.; cf. also “Genre” 127).
Additionally, previous monograph studies on narrating personal illness and disability have hardly broached the issue of health and have by and large presented it
only in contrast to the pathological conditions the memoirists portray and hope to
be cured from. Arthur Kleinman’s early The Illness Narratives: Suffering, Healing,
and the Human Condition (1988), for instance, is an ethnographic approach to storytelling in times of illness. The Wounded Storyteller: Body, Illness, and Ethics,
published in 1995 by sociologist Arthur Frank, delineates several plot structures to
frame the analysis of illness narratives and Thomas Couser’s Recovering Bodies:
Illness, Disability, and Life Writing (1997) focuses on bodily dysfunction and narrative authority.
Undoubtedly, this book greatly benefits from the contextual and theoretical
frameworks, as well as the models for interpretation developed in the research of
these scholars. It is informed by the theories of scholars working in the bourgeoning
interdisciplinary field of (Cultural) Disability Studies, such as Rosemarie GarlandThomson, Lennard Davis, David Mitchell and Sharon Snyder, as well as by Arthur
Frank’s concept of the ‘remission society,’ a theoretical framework originating in
an autobiographical impulse and affording a fresh perspective on the meaning of
‘health.’ The remission society, as I will expound in more detail in Chapter 3.2,
opens up a discursive space for the plethora of memoirists who may not fully recover from their ailments, but whose stories nevertheless limn healing and a sense
of reconciliation and therefore constitute a significant breach of the tradition of storying illness. Building on the existing research, the following chapters then aim to
shed light on a subgenre of the illness and disability memoir that has until now been
undetected, the ‘memoir of well-being.’

6

In several of his publications, e.g. in the essay “Genre Matters,” Couser claims to have
coined the term (126).
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This term takes inspiration from the definition of health the World Health Organization has famously devised in 1946 and that is still in use today. The WHO
maintains that health is “a state of complete physical, mental and social well-being
and not merely the absence of disease or infirmity” (n. pag.), thereby foregrounding
the individual’s subjective perspective rather than the objective stance of medical
professionals. Particularly due to its introduction of “well-being,” this definition has
since spurred heated debates, for it reduces the power of clinicians to distinguish a
healthy from an unhealthy state (Franke 40f.). It is precisely on these grounds that I
call the subgenre outlined in this study ‘memoirs of well-being.’ For memoirists
writing in this subgenre, established medical definitions of health no longer hold
because they either face chronic conditions, live with acquired or congenital disabilities, or have acute conditions clinicians fail to address adequately. Their stories rewrite the need for a cure and the ways in which well-being may be attained. In doing so, they naturally find themselves at odds with established frameworks, such as
medical explanatory schemes, scientific theories, and cultural conceptions of the
ill/disabled body.
Classification and categorization, however, only constitute a starting point for
my analysis. I strongly agree with Couser who in Memoir: An Introduction repeatedly calls attention to the fact that categorization is not an end in itself, but merely a
means to understand the conventions under which narratives operate. In line with
his argument, I do not merely seek to classify the narratives under analysis here –
“find the ‘right’ or even ‘best’ pigeonhole” – but I wish to clarify them (cf. 9; 52).
Establishing a subgenre as framework is the first step in this clarification, since with
respect to life writing in particular, genre does not only circumscribe adherence to a
certain literary form. In her classic essay “Genre as Social Action,” Carolyn Miller
defines genre as “a complex of formal and substantive features that create a particular effect in a given situation. Genre in this way becomes more than a formal entity; it becomes pragmatic, fully rhetorical, a point of connection between intention
and effect, an aspect of social action” (153). The rise of a new genre is actuated by
social needs. In the past, changing concepts of gender and sexuality, for instance, or
re-examined ideas of class or race have turned genres into discursive practices that
may rework ideology (Buss 6f.). In using the term ‘memoir of well-being,’ I attempt to glean what these texts do (cf. also Couser, “Genre” 136): They all deliberately seize the power to define well-being from the hands of medical professionals
and partake in the construction of alternative narratives of illness and disability.
In many ways, these ‘robust texts’ may be seen as therapeutic, but, as I aim to
show, writing does not only help writers to remediate their individual health problems. In recording their experiences and reflecting on their healing and well-being,
memoirists also reconsider and disable the biomedical cure. I argue that by means
of recurring motifs, themes, and plot structures, memoirs of well-being challenge
the traditional notion of health, as well as the authority of cultural and scientific
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discourses to account for their writers’ experiences. The narratives under analysis
thus blur the boundaries between health and illness/disability as their writers may
heal, even in the face of a persisting affliction.
The texts analyzed below, representative for a plethora of other life narratives,
first of all shed light on the processes of reappropriation at work in these memoirs.
These are not limited to the resignification of derogatory terms, such as ‘gimp,’
‘cripple,’ or ‘crip’ that are now widely used within the disability community as “a
testament to the struggle for rights and equity and a reminder of the damaging beliefs and attitudes still held by many” (Baglieri and Shapiro 49).7 In a number of the
texts at hand, metaphors, images, and ideas that have previously been made to work
against ill and disabled individuals are reappropriated, thus first of all empowering
the memoirists. Indeed, oftentimes the key to attaining a sense of well-being can be
discerned in these processes of reappropriation. Secondly, reappropriation in these
narratives also has an empowering effect for the entire group of ill and disabled individuals, for it proposes conceptual transformations of illnesses, disabilities, and
the (social) status of the people living with them.
Moreover, the texts in this subgenre employ temporality and contingency as recurring motifs and structural tropes to draw attention to the cultural construction of
disease, impairment, and health, as well to the plot structures that have traditionally
dominated the discourse on illness and disability. In The Wounded Storyteller,
Frank delineates three plot structures that traditionally serve as a frame for storying
illness: the chaos narrative,8 the restitution narrative, and the quest narrative. The
restitution narrative is in fact a story about health, as it begins with the author’s
memory of good health, recounts the experience of illness and anticipates restored
health in the future (77ff.). As a consequence, the dichotomy between health and

7

In their chapter “Language, Labels, and Identity” Susan Baglieri and Arthur Shapiro discuss so-called “people first language” and re-claimed labels.

8

The chaos narrative leaves its readers with the conclusion that no improvement can be
achieved and illustrates vulnerability in the face of disease and impairment, as well as the
futility of efforts to surpass the narrated condition. Chaos in these narratives is frequently
underlined by a lack of causality and coherence (Frank, Wounded 97ff.). Since it rarely
occurs in published life narratives, particularly not in more recent works, it lies beyond
the scope of this study. In the context of health, it should, however, be noted that the chaos narrative, too, contributes to the rigid demarcation between illness/disability and health
by instilling the fear of disease and impairment in its readers, often perpetuating the stigma associated with certain physical incapacities and the patient’s powerlessness, and
hence implicitly reinforces the power of ‘health.’ Moreover, its incoherence distances
readers and does not allow for the fashioning of a community amongst other fellow
wounded individuals.
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illness/disability is reinscribed in the restitution narrative because it explicitly widens the divide between the healthy and the incapacitated, especially due to the fact
that most restitution narratives are written once their authors have recovered and
find themselves amongst the ranks of the healthy again, looking back on illness and
providing a sense of closure.
Yet the restitution narrative is not limited to the storying of acute illness, but
may well be detected in memoirs about chronic illness and in disability memoirs.
Narrated as triumphant stories of overcoming one’s condition, these memoirs aim to
leave illness and disability behind and produce disembodied narratives in which the
memoirists’ bodily realities are silenced and rendered invisible. In such triumph and
restitution narratives, medical science is celebrated (ibid. 115), often at the expense
of corporeality when the body endures invasive treatment in pursuit of cure or is
dismissed altogether as merely a faulty part aloof from the self that needs to be
mended. As this study will show, memoirs of well-being write back at and deconstruct triumphant and progressive restitution narratives. Moreover, they supplant the
conventional happy ending and disable a diagnostic and medical narrative with
concluding passages that defy a sense of closure, pointing at once to the ongoing
nature of their writers’ conditions and to the instability and inadequacy of traditional notions of health.
Additionally, many of the memoirs analyzed in this study offer valuable clues to
an under-studied variant of the so-called quest narrative, the third plot structure
Frank identifies and the one he regards as the category encompassing most texts
(ibid. 115). This is of course in parts owing to the broad definition of the quest narrative, for Frank notes that in these life stories, narrators hope to gain something
from their experience when they confront suffering, accept it, and aim to use it
(ibid. 115ff.). Illness and disability therefore incite the memoirists’ spiritual journeys, in which the quest to discover one’s “true” self and rethink the priorities of
one’s life looms large. In A Whole New Life: An Illness and a Healing, a quest narrative par excellence, Reynold Price, for instance, discovers the tremendous benefits of biofeedback and hypnosis for his pain treatment, as well as contemplates the
gratitude he feels towards family members, friends and the assistants he needs to
hire, but also the creative power that emerges from his illness and that has reinvigorated his life as a writer even as it leaves him disabled. In a similar vein, a host of
traditional quest narratives depict illness or disability in its deeply personal dimensions and the insight and solace their narrators hope to gain are conceptualized on
an individual scale.
Little attention has thus far been devoted to life narratives that do not only figure as the stories of individuals, but in which the memoirists, either explicitly or
implicitly, speak for others or in a chorus of voices and therefore counter both the
isolation routinely associated with states of un-wellness and the solitary nature of a
(triumphant) quest. As the memoirists take their illnesses and disabilities as trajec-
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tories for exploring well-being, their stories constitute a quest for knowledge and
agency and – an aspect that has as of yet received far too little attention9 – powerfully intertwine the autobiographical and the theoretical through a creative and critical engagement with the subjective and the objective perspective. Their memoirs
hence become, Carmen Birkle argues, “a new space of communication,” one
through which doctors and patients (and, along similar lines, clients and service
providers), writers and readers may connect (xxvii).
Numerous authors have already attempted to resolve the modalities of the
communication processes between writers and readers, and life writers, too, grapple
with the nature and the implications of their narratives. In “The Literature of Personal Disaster,” for example, disabled essayist Nancy Mairs asks
“what do bookmongers believe will draw readers to [life narratives about illness and disability]? Sorrow? Curiosity? What are they supposed to find there? Solace? Reassurance? Sheer
relief that, however wretched their own lives may seem, others are worse? In short: Why do I,
and others like me, write this stuff? Why does anybody read it? (Or to put matters more cynically but no doubt more accurately, why does anybody think anybody else is going to pay
good money to read it?) And what, if anything, happens when they do?” (125)

According to Anne Hunsaker Hawkins, that which draws readers to memoirs of illness and disability depends on their own state of health. Ill and disabled readers, she
claims, will indeed find solace and reassurance because the stories of others likewise affected give voice to their own fears, anxieties, and hopes, and as coherent
accounts of these sentiments they offer exemplary ways of coping with illness and
disability (Reconstructing 11). Many writers make this explicit by dwelling on the
epiphany – “in a tone of unmistakable relief, ‘Oh, me too! Me too!’” – that the experience that was previously deemed a solitary endeavor is in fact one in which solidarity is possible once the isolated voices become heard (Mairs, “Carnal Acts” 92).
Life writing may then indeed foster a sense of community and turn writers and
readers into allies.
The feeling Mairs describes is reminiscent of the “nod of recognition” Stanley
Fish credits the fellow members of so-called ‘interpretive communities’ with (485).

9

An exception constitutes Franziska Gygax’s research in the field of illness narratives. Focusing on the memoirists’ conceptions of their self, she explores how the writers’ and academics’ sense of self changes in the course of their illness experiences. Their texts’ theoretical engagements with notions of the self form the center of her work in the project
“Life (Beyond) Writing: Illness Narratives.” See e.g. her essay “Theoretically Ill: Autobiographer, Patient, Theorist” (in The Writing Cure: Literature and Medicine in Context.
Eds. Alexandra Lembert-Heidenreich and Jarmila Mildorf. Münster: LIT, 2013. 173-90).
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Introduced in his 1976 essay “Interpreting the Variorum” focusing on readers’ responses, Fish attributes great significance to their processes of decoding texts and,
in contrast to “the assumption that there is a sense, that it is embedded or encoded
in the text, and that it can be taken in at a single glance” (473; italics in original)
purports that meaning is created during the reading process (468). Consequently,
readers who share knowledge and experiences will share strategies for the interpretation of a text (483) and decode similar meaning.
This is why, according to Hawkins, healthy readers, on the other hand, will find
these life narratives invaluable preparatory books, stories that help them brace
themselves for the circumstances they might one day find themselves in (Reconstructing 11). “I am also trying to draw you into it, to carry you along with it, so
that whatever extraordinary circumstances you one day meet – and you will, because all creatures do – you will have, in some way, ‘been there’ before,” writes
Mairs in her introduction to the autobiographical essay collection Carnal Acts, assuming the existence of other interpretive communities and assigning to her writing
a function beyond the cathartic attempt of making her experience with multiple
sclerosis “bearable for [her]self” (“But First” 5f.).
One may safely assume that the first interpretive community, though, is larger
in size and more attuned to the personal stories of fellow ill or disabled individuals.
Like any other genre, illness and disability memoirs are written and published by
and for a particular interpretive community, which may in part explain the perceived absence of “classics” in the genre.10 This, however, Couser concedes, is not
a problem inherent in the texts themselves, but a systemic problem, for narratives
about illness and disability have long only existed on the margins of the literary
market, much like their authors have been socially deprecated (“Embodied” 1). Yet
both interpretive communities may detect a strong and powerful message in the
texts in the subgenre studied here: “it is possible to be both sick and happy” (Mairs,
“Literature” 127). “This good news, once discovered,” Mairs proclaims, “demands
to be shared” (ibid.).
Why memoir, one may be tempted to ask in the light of the abundance of fictional works of art that “treat” ill and disabled characters. Yet especially with regard
to disability, fictional portrayals have thus far been problematic, since disabled
characters have by and large only figured as minor, one-dimensional characters
modeled on stereotypes.11 The memoir form is significant because it enables ill and
disabled individuals to speak for themselves and, as Couser argues, to counter pa-

10 A number of scholars take this to be a serious shortcoming of these texts, as Couser notes
(“Embodied” 1; Recovering 7).
11 See Rosemarie Garland-Thomson’s groundbreaking study Extraordinary Bodies: Figuring Physical Disability in American Culture and Literature on this issue.
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tronizing or stigmatizing representations (Signifying 31). Furthermore, memoirs are
characteristically rooted in the ‘real world’ and Couser maintains that this is their
distinctive source of power, for it allows them to take effect on culture and society
more directly (Memoir 176). Unlike fictional texts, memoirs rest on different agendas and strive to achieve different aims. In short: they may “do things fiction cannot” (ibid.; italics in original).
In contrast to the broad definition of the memoir as a narrative of events in the
memoirist’s own life, as well as a narrative of the life of “someone known to, and
remembered by, the author” (ibid. 19), my choice of texts limits the understanding
of the memoir to an account of the writer’s own life. Thus consciously excluding
the so-called ‘relational narratives’ currently glutting the literary market in which
either children write about their parents or parents pick up the pen to chronicle their
children’s ordeals12 (cf. ibid. 21), this study is concerned with the subjective and
qualitative experience of illness and disability that a second-hand account is not capable of expressing.
For pragmatic reasons of scope and methodological coherence, this study is selective rather than exhaustive. It is limited to literary memoirs of well-being, although many of the structural and aesthetic elements can also be discerned in the
growing body of graphic memoirs. Moreover, I am of course aware of the large –
indeed unmanageable – body of self-published work on the experience of illness
and disability, photographic and filmic projects, performance art, and the many and
popular forms of online life writing that exist both alongside and at the margins of
the text corpus I have chosen to include. In restricting the texts analyzed here to
professionally published written memoirs, I am conscious of the fact that I have selected the most privileged of life writers, memoirists who have overcome all three
difficulties Couser identifies in Signifying Bodies, namely “having a life” deemed
worthy of an autobiographical account, “writing a life,” i.e. having the skills necessary to produce a manuscript, and “publishing a life” and carving out one’s place on
the literary market where hegemonic scripts may run counter to their selfrepresentations (31ff.).
These memoirists then are professional and established writers and intellectuals.
The choice to limit this study to them, rather than to the writers of what reviewer
Lorraine Adams has termed ‘nobody memoirs,’ does not mean to devalue the life

12 With respect to writing about disability, particularly memoirs written by parents about
their children with autism or Down syndrome, in which the parent-writer aims at humanizing their children and reframing disability, have proliferated, as Alison Piepmeier outlines in her critical survey “Saints, Sages, and Victims: Endorsement of and Resistance to
Cultural Stereotypes in Memoirs by Parents of Children with Disabilities” (Disability
Studies Quarterly 32.1 (2012)).
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narratives of first-time writers or presuppose a lack of aesthetic quality, but to show
the relevance of the subgenre that comprises well-known and acclaimed texts. Not
only does this book aim to complement the body of criticism on these writers and
their life narratives, but the choice of texts also connects this study to ongoing research and offers points of connectivity to current discourses in the disciplines of
American Studies, memoir studies, and Disability Studies.
In addition, this study is limited to memoirs dealing with physical conditions,
such as cancer, injuries and neurological disorders, congenital and acquired disabilities, and therefore excludes mental illnesses and cognitive disabilities, since the latter conditions raise questions pertaining to representation – the ways in which conditions are presented and the ways in which individuals which cognitive impairments or severe and deteriorating mental conditions may present themselves –
which simply lie beyond the scope of this book.
Finally, the works discussed here are narrowed down to life narratives published
in the 1980s and the first decade of the twenty-first century. Although the following
analyses are grouped in temporal order, the structure of this study does not aim to
sketch a continuous progress over the past three and a half decades. Rather, the
structure aids in the exploration of the political nature of patienthood and disability,
as well as the writers’ subsequent engagement with questions of health and wellbeing. I purposefully begin my analyses with Audre Lorde’s The Cancer Journals,
a text published in 1980 because this year marks, as Lisa Diedrich argues, the beginning of a new era, namely that of the ‘politicized patient’ (Treatments 26). The
notion of ‘politicized patienthood’ was originally coined by Linda Singer in the
manuscript for her feminist critique Erotic Welfare: Sexual Theory and Politics in
the Age of Epidemic, a book she was unable to complete before her death from cancer in 1990 and that was edited and published later by Judith Butler and Maureen
MacGrogan. For Singer, the politicization of patienthood is characteristic of the
AIDS epidemic, when a large number of patients, their friends and families were
mobilized in political and organizational networks (106). When activist groups,
such as ACT UP, called for patients’ participation in decisions on research and
treatment of AIDS/HIV in the 1980s, the status of people with AIDS (PWAs) significantly changed, turning passive victims into activists whose interests and expertise constituted “invaluable resources” (ibid. 105). As a consequence, their firstperson perspective and subjective knowledge was honored, recognized, and effected change.
The politicization of patienthood is then to be seen as a watershed moment for
several reasons. It aided the circulation of knowledge outside the medical establishment, acknowledged individuals other than medical practitioners as significant
sources and multipliers of knowledge about diseases, and attributed authority to the
qualitative experience of illness, lending a strong voice to personal stories. Secondly, Singer maintains, the patients’ activist endeavor also created a new way of
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speaking about the illness experience (106). She emphasizes the change in language
and the coinage of the term “PWAs” – “people with AIDS,” but her argument may
well be understood as a general shift in the discourse because she also notes how religious logic and imagery, such as the contraction of the disease as a divine punishment for sins is decidedly rejected, as is the attitude of what she refers to as the
“good patient” who follows the physician’s advice without any questions (ibid.).
Against this background, Audre Lorde’s much-lauded The Cancer Journals
(1980) is not merely an early example of the politicization of the experience of illness, as I will discuss in Chapter 4. A precursor to women’s contemporary writing
on breast cancer – Diedrich speaks of the prophetic quality of her writing (Treatments 38) – Lorde’s memoir has already been subject to extensive scholarly critique. In this chapter, though, I aim to shift the perspective. Employing Disability
Studies scholars David Mitchell’s and Sharon Snyder’s concept of the ‘narrative
prosthesis’ as an interpretative lens, this chapter revisits key scenes of the memoir
to study how the text, through its subversion of the triumph narrative and its refusal
to hide the post-mastectomy body behind a prosthesis deconstructs traditional notions of health and healing, as well as challenges a so-called ‘prosthetic’ narration.
In what I instead call an ‘ampu-narrative,’ Lorde critically engages with the practice
of reconstructing the surgically altered body and her memoir proposes the resignification of the reconstructive process traditionally associated with recovering from
breast cancer: In both content and form, the life narrative encourages an alternative
reading of reconstruction, and thus of healing and well-being in the midst of the
writer’s ongoing experience of breast cancer.
Consequently, in the 1980s, activism around health issues proliferates, culminating in the breast cancer movement of the 1990s (cf. ibid. 26). Directly related to
this, the politicization of patienthood also spurs new forms of life writing which
Diedrich considers counter-narratives to medical discourses and doctors’ case histories (ibid.). The patients’ growing distrust of the medical establishment incites an
increasing number of memoirs that differ considerably in tone from earlier personal
narratives about illness (cf. ibid.) and their testimonials begin to give way to what
Hawkins terms ‘angry pathographies’ and pathographies that call for alternative
treatment options.13 Frequently recounting instances of malpractice, these texts evi-

13 The publication of Norman Cousin’s Anatomy of an Illness as Perceived by the Patient in
1979 is commonly seen as the initiation of illness memoirs which function as calls for alternative treatment options (cf. Hawkins, Reconstructing 4) and anticipate patients’ increasing agency. Cousins, who worked as journalist and author and was later also a professor of Medical Humanities, uses the first chapter of his Anatomy of an Illness to intertwine his own experiences of an extremely rare collagen disorder with a critique of institutional medicine, e.g. when he states that he “had a fast-growing conviction that a hospi-
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dence their writers’ lack of confidence in medicine and their discontentment with
treatment protocols and doctor-patient relationships (Reconstructing 8). Although
Hawkins stresses that these texts are not representative of the genre she outlines,
their themes have a lasting influence on many of the works published subsequently.
They do not only serve as critical commentaries on medical treatment and patient
care (Jurecic 7), but also pinpoint a critical question that has been largely overlooked: the question of knowledge.
Chapter 5 will therefore offer a close reading of the 1984 memoir A Leg to
Stand On by the renowned physician-writer Oliver Sacks and explore how embodiment and subjective knowledge of the body unhinge the clinicians’ authority to account for the patient’s recovery process. Beginning to practice medicine in the U.S.
in the 1960s, Sacks early on strove to counter what he perceived as the reductionism of biomedicine (Hull 105). In his writing, the relationship between doctor and
patient is hence a recurring theme and Sacks’s popular scientific prose attempts to
merge the doctor’s with the patient’s perspective, thereby consolidating the biomedical and the humanistic in a new form of clinical narrative (ibid.). Of equal significance is in this context the question of how to reformulate the notions of well-being
and healing. While on first reading, Sacks’s memoir may resemble the traditional
restitution narrative beginning with the celebration of his strong and robust body

tal is no place for a person who is seriously ill. The surprising lack of respect for basic
sanitation; the rapidity with which staphylococci and other pathogenic organisms can run
through an entire hospital; the extensive and sometimes promiscuous use of X-ray
equipment; the seemingly indiscriminate administration of tranquilizers and powerful
painkillers, sometimes more for the convenience of hospital staff in managing patients
than for therapeutic needs; and the regularity with which hospital routines take precedence over the rest requirements of the patient […] – all these and other practices seemed
to me to be critical shortcomings for the modern hospital” (29). His account stresses the
significance he attributes to the patient’s agency and attitude in the course of the healing
process. Being told that his chances for recovery are 1:500, he feels “a compulsion to get
into the act. It seemed clear to me that if I was to be that one in five hundred I had better
be something more than a passive observer” (31). His narrative, too, critiques traditional
notions of cure because Cousins’s underlying argument is that the connection between
body and mind and the mind’s capacity to effect positive biochemical responses needs to
be acknowledged in the healing process, something that he puts very simplistically when
he states that he “‘laughed’ [his] way out of a serious illness” (27) but that he explores
more thoroughly in subsequent, more theoretical chapters on the placebo effect, pain, and
holistic health and healing. At the same time, his narrative reveals the utterly problematic
connection between the patients’ attitude and their cure (cf. also Hawkins, Reconstructing
9), which implicitly puts blame on patients if they cannot attain a cure.
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before the accident, recounting the dark abyss of illness, and ending in a spontaneous recovery, it does in fact disrupt the conventional plot through the experiencing
I’s deep distrust of the medical cure that is accentuated all the more by the fact that
Sacks is a medical professional himself. A Leg to Stand On, this chapter will
demonstrate, writes back at the narrative of biomedical triumph by devoting a significant amount of discourse time to the apparent failure of the surgical cure and revolving around the embodied and qualitative experience of illness. The book eventually displaces cure with healing, for well-being only becomes possible when
music unites the mental and the corporeal aspects previously separated in the biomedical realm.
The first two “case studies” therefore exemplarily discuss issues at stake in the
early 1980s. The politicization of patienthood, both chapters show, “brings into being various techniques for doing illness in new ways,” as well as “new forms of
writing illness” (Diedrich, Treatments 26). On top of that, these two chapters elucidate the emergence of the memoir of well-being alongside the subgenres Hawkins
has identified. The texts discussed here evince a strong consciousness of issues of
healing and the inadequacy of traditionally conceived notions of health and cure –
remarkably in cases of both chronic and acute conditions. The structural and aesthetic hallmarks I identify continue to shape later texts and become especially
prominent in post-millennial texts. Aided by progressive legislation, most importantly the American with Disabilities Act signed into law in 1990 and gradually
implemented since then, the conversation on disability has shifted from a focus on
participation to a concept of disabled identity and bodily difference in which pride
and well-being powerfully resonate.
The 1990s have seen the publication of important memoirs by academics and
activists, such as Robert Murphy’s The Body Silent (1990), subtitled as “An Anthropologist Embarks on the Most Challenging Journey of His Life: Into the World
of the Disabled.” As the title suggests, his narrative conceptualizes the cancer that
damages his spinal cords and makes walking harder and finally impossible as an intellectual quest into “a social world no less strange to me at first than those of the
Amazon forests” where he and his wife have conducted participant observation
studies (xi). Though also devoting significant time and space to Murphy’s qualitative experience of using a cane and later a wheelchair, the memoir explores disability not only as physical condition, but as social identity and “a process set in motion
by somatic causes but given definition and meaning by society” (195) and entangles
scholarship with personal story. If not overtly politically conscious, this text highlights the social dimension of disability and its understanding as an identity category and may thus well be seen as another precursor to the more explicitly political
texts that follow and that I discuss here. Past Due: A Story of Disability, Pregnancy,
and Birth by writer and Disability Rights activist Anne Finger (1991), for instance,
like Michael Bérubé’s Life as We Know It: A Father, A Family, and an Exceptional
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Child (1998), is highly politically charged. Crucial moments in Finger’s memoir are
her debates on amniocentesis, abortion, and disability with nondisabled women activists, who neither share her experience growing up as a disabled child and living
with post-polio syndrome, nor her appreciation of disabled life, as well as Finger’s
coming to terms with the birth of her potentially disabled son Max. “[W]ell-being
does matter,” she concludes at the end of her book, yet this recognition is rooted in
the fact that “being nondisabled is easier than being disabled” (201) and later texts
make clear that once the most pervasive social obstacles that have barred disabled
individuals from a social, cultural, and political life are removed, well-being is removed from the binary context of dis/ability.
In a similar vein, a great variety of disability memoirs elucidate the newly
emerging consciousness Couser delineates toward the end of his study Signifying
Bodies and that I discuss in greater depth in Chapter 6. They do so by explicitly referencing disabled embodiment, such as Nancy Mairs in her memoir Waist-High in
the World: A Life among the Nondisabled (1996) and numerous personal essays that
resignify the term ‘crip,’ and by critically engaging with disability rights or stereotypes. Journalist John Hockenberry’s memoir Moving Violations: War Zones,
Wheelchairs, and Declarations of Independence (1995), for instance, is invested in
deconstructing the stereotype of the “man-in-the-wheelchair” (160) which causes
him great pain and hatred. The book echoes Audre Lorde’s rejection of prostheses
for cosmetic reasons (though only in the second-hand account of his grandfather’s
amputated arm), it stresses, like Kenny Fries’s The History of My Shoes (Chapter
7), the different perceptions of disability in other cultures when recalling his stays
abroad reporting for instance on Israel and Palestine, and shares Simi Linton’s preoccupation with disabled sexuality, especially in connection to healing and adjusting to disability. Furthermore, Moving Violations bears structural and stylistic
commonalities with My Body Politic, as it employs temporal references to the Disability Rights Movement and the Americans with Disabilities Act (cf. Chapter 6). It
is in his memoir that Hockenberry coins the term ‘roll model’ to denote other
disabled individuals who offer practical advice and hence proclaims a sense of
community amongst disabled individuals, as I expound in more detail in the reading
of Linton’s book. Stephen Kuusisto’s Planet of the Blind (1998) exhibits a similar
argument, since the advocate and scholar sketches his initially reluctant identification with other disabled individuals and illustrates the ways in which he thrives in
the community of the ‘roll models’ Hockenberry describes who offer practical
training and guidance. Kuusisto, too, dwells on the image of disability, and, when
read side by side with Moving Violations, complements Hockenberry’s preoccupation with stereotypes by meditating on “the discrepancy between [his] blindness as
a symbol for others and the reality that [he is] not all blind people” (180). These
books politicize disabled selfhood and exceed mere individual experiences and concerns to address broader social matters and in each of them it becomes clear how
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tightly well-being, social justice, and identity construction are intertwined. If not
explicitly, well-being is broached implicitly in all of these books as the writers mediate their relationship to health, ability or the “normal.”
Moreover, many illness memoirs critically comment on progress and the medical cure and counter the (triumphant) quest narrative. Among the most prominent
examples is psychologist and literary studies scholar Kathlyn Conway’s Ordinary
Life: An Illness and a Healing (1997) which illustrates that breast cancer is “without redeeming value,” and “beyond all else, a misery to be endured” (1) by centering on Conway’s fears and anger more than on the friends and family that sustain
her in the course of the experience. Additionally, her narrative focuses on uncertainty, as the closure she offers her readers towards the end of the memoir is in the epilogue revoked as a mere practicality that enables her to “get on” with her life, while
“the knowledge of illness and death” linger “as ever present possibilities” (260f.).
Such a preoccupation with certainty, contingency and the impossibility of closure is heightened in narratives like Mapping Fate: A Memoir of Family, Risk, and
Genetic Research, the 1997 memoir of the scholar Alice Wexler. In her story, she
contemplates “what it means to occupy a ‘third space’ outside the categories of
either-or that we conventionally use to organize experience” (xv). From its initial
pages, her story blurs the boundaries between illness and health, as she does not
know – and later, when genetic tests become available, chooses not to know –
whether she has inherited her mother’s Huntington’s Disease. Moreover, uncertainty also applies to the medical research on Huntington’s that her father and sister are
deeply committed to and that the narrative does not portray as “a straight line from
failure to success” (125) but as one with many digressions, dead ends, and open
questions, thus highlighting the contingency of advances in medical knowledge.
The book harnesses various forms of knowledge, such as “interviews with many
scientists, archival materials, and reports in the scientific, medical, and popular
press, as well as personal observations at meetings and [academic] workshops […],
family papers, scrapbooks, transcripts, conversations over many years, even dreams
and memories, diaries and journals,” effectively intertwines the subjective and the
objective, and lends her a “doubled perspective as insider and outsider, […] participant and observer” (xxi).
These cursory remarks, but more importantly my reading of three exemplary
texts from the early years of the new millennium shows that, quite contrary to
Diedrich’s argument, the politicized patient does not disappear in “a neoliberal
mode of being ill and doing illness” in the wake of the emphasis on personal responsibility in the 1990s (Treatments 27). While Diedrich holds that discourses of
responsibility cover up and displace politicized modes of speaking and writing
about illness, that, in other words, the personal ceases to be political and becomes
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once again merely the personal, a plethora of texts suggest otherwise.14 The political engagement with illness and disability, Chapters 6 to 8 illustrate, is not only
surviving but, to borrow from the words of model, artist, and breast cancer activist
Matuschka, is “thriving.”15 This is to be understood in both senses of the word, for
the books discussed here, representative of many other memoirs of well-being in
the early twenty-first century, have been published with renowned publishing houses, enjoyed economic success, and/or were featured on bestseller lists.
Nevertheless, it is no longer appropriate to speak of politicized patienthood
here. Neither individuals with chronic conditions nor members of the disability
community readily and automatically perceive themselves as patients, and their
memoirs strongly attest to this, most of all because they keep aloof from the medical establishment. Franziska Gygax observes that although some memoirs continue
to critically comment on doctor-patient relationships, new modes of representing
the memoirists’ conditions against the backdrop of their academic, intellectual, or
activist work are emerging (“Theoretically” 179). However, the formal and stylistic
features these texts employ, my book shows, are to be seen in continuity with previous publications. A paramount aspect that Lorde’s memoir already illustrates is
the turn from politicized patienthood to politicized selfhood, an idea strongly pronounced in more recent texts.
Chapter 6 is devoted to the close reading of Simi Linton’s My Body Politic
(2006). In Linton’s disability life narrative, well-being assumes personal as much as
political significance when the narrating I looks back on three decades of Disability
Rights activism and jurisdiction. As a result, her memoir rewrites the conventional
progress narrative in which a cure for the flawed body is sought to foreground a
narrative of judiciary progress. Similarly, instead of overcoming her condition, the

14 I do not mean to say that Diedrich’s thesis is entirely unjustified. Within the context of
her argumentation that establishes a genealogy of personal writing on breast cancer from
Susan Sontag’s Illness as Metaphor (1978) to Barbara Ehrenreich’s “Welcome to Cancerland” (2001), her observation that the emergence of a mainstream and industrial breast
cancer culture counters the conception of the disease as a political issue, is quite appropriate, as Ehrenreich’s revealing essay demonstrates. Yet Diedrich does not sufficiently
honor the fact that the very existence of texts – and popular and widely-circulated texts –
such as Ehrenreich’s powerfully counters the depoliticization of patienthood. Although
she does later concede that “the politicized patient survives in the work of Ehrenreich and
others,” she immediately objects by questioning whether it is not Ehrenreich’s feminist
stance but rather her writing style that brought the essay popularity and appraisal (cf. 52;
en 36, 183).
15 MatuschkaArt. “Beauty Out of Damage.” 23 Feb. 2009. Web. 00:02:28.
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writer gradually embraces disability in the community of other disabled individuals,
recovers her sexualized body, and celebrates her embodied disabled identity.
While Linton’s book is mainly devoted to questions of access – with regard to
education, public transportation or the arts – Kenny Fries’s 2007 disability memoir
The History of My Shoes and the Evolution of Darwin’s Theory addresses matters
pertaining to the quality of disabled life. Consequently, the story that reappropriates
Darwin’s evolutionary theory revolves around the impaired body and demands that
it is accounted for in the critical conversation on disability, but also in society at
large. In Chapter 7 I will illustrate how impairment, reconceptualized in the memoir
as ‘variation,’ is celebrated as a variety – part of an ongoing evolutionary process
oblivious of the binary dis/ability. To this effect, the narrative undermines the medical model of disability (Chapter 3.1) and throughout the book, ability and disability
are portrayed as dependent on place, time, and context, rather than being permanently inscribed onto individual bodies. ‘Adaptation,’ another term borrowed from
evolutionary theory, but substantially resignified in The History, is at once personal
and political. On the personal level, the memoirist’s means of adapting, his orthopedic shoes, foster a sense of well-being and lift the stigma from his impaired body.
On a broader, more political level, though, the narrative also makes clear that adaptations are universal, an argument which develops the view of a society in which
the binaries of health and impairment are disbanded.
With the analysis of Siri Hustvedt’s memoir of an unresolved illness, The Shaking Woman or a History of My Nerves (2010), Chapter 8 closes the “case studies.”
The decidedly intellectual memoir returns to questions of knowledge by revisiting
and reworking the traditional case history and intertwining objective and subjective
knowledge, as well as science and art. Hustvedt’s book silences medical practitioners to a large extent and dissociates her story from the biomedical realm when the
narrating I challenges neuro-scientific, psychological, and philosophical discourses
about disease, the self, the mind, and the body. The rhetoric of contingency operates
here to destabilize established notions of disease and health and the diagnostic medical narrative readers expect eventually doubles back to reveal a therapeutic narrative – however one without a cure – in which well-being is situated outside the
realm of professional medicine.
Taken together, the chapters will supplement the analyses of works published
mainly in the 1970s and 1980s conducted by Hawkins in Reconstructing Illness and
Couser’s explorations of the ‘new disability memoir’ in Signifying Bodies. They
seek to elucidate the experiences of ill and disabled memoirists, members of
Frank’s remission society. Yet while members of the remission society are often
known to pass as healthy when their illnesses are rendered invisible, their life narratives do not permit such passing. Instead, their memoirs of well-being leave a distinctive mark, albeit one which may work to effectively destigmatize disease and
impairment and encourage alternative and embodied visions of well-being.

