
   

 
Department of English 

Disability Bias and the Misrepresentation of Chronic Illness and 

Invisible Disability in Contemporary YA Fiction 

Daniela Fois 

Master’s Thesis 

Transnational Creative Writing  

Spring, 2018 

Supervisor: Adnan Mahmutovic



   

 

Abstract 

Despite the success illness novels have acquired in the last decade, the 

misrepresentation of chronic illness in the Young Adult genre is still going unnoticed. 

In an ableist society that still needs to be educated about invisible disabilities, most of 

the contemporary YA writers insist on finding miraculous solutions and questionable 

happy endings to their stories. The aim of this thesis is therefore to study the different 

ways in which YA writers fetishize and understate invisible disability and to find a way 

to subvert it.  

By focusing on the miracle cure trope and romanticization in the case of Nicola Yoon’s 

Everything Everything, it attempts to highlight the characteristics of low-quality 

disability fiction and demonstrate why and how the use of disability biases can affect 

negatively both disabled and nondisabled young readers. In addition, through the 

scrutiny of the author’s first YA novel, Nothing Wrong with Snails, it then illustrates 

how the in-depth analysis of past disability literature improved the author’s personal 

craft and enabled them to portray chronic illness and invisible disability avoiding 

stereotypes, biases and tropes. In conclusion, it argues that writers ought to rely on 

disability studies in order to reach higher standards in the representation of invisible 

disability in YA fiction. 

Keywords: Invisible Disability; Chronic Illness; Young Adult; YA fiction; YA 

literature; misrepresentation; disability bias; Romanticisation; Miracle Cure; Nicola 

Yoon; Everything Everything; creative writing 
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Since the 1960s, novels specifically written for teenagers registered a change in content. 

As a result of the important social movements of those decades, the realist novel rid 

itself of many of the taboos that burdened western society and moved its attention to 

characters that did not fit the white middle-class stereotype told until that moment. This 

shift indicated the rise of a new realism and the birth of the problem novel as we know 

it today, a genre of candor “based on the philosophy that young people will have a better 

chance to be happy if they have realistic expectations and if they know both the bad and 

the good about the society in which they live” (Nilsen, et al. 115). 

In Literature for Today’s Young Adults, Nilsen and her colleagues assess four major 

differences that marked this passage in the YA1 literary landscape: 

• The choice of characters, which distanced itself from the previous typical 

middle class white protagonist and included characters from different socio-

economic conditions and ethnicities; 

                                                 
1 The definition of Young Adult literature both in terms of target and of content is still being discussed 

by writers and scholars. The Educational Resources Reformation Clearinghouse (ERRC) sets the target 

of YA readers between the age of eighteen to twenty-two, whilst the National Assessment of Educational 

Progress (NAEP) refers to youngsters from age twenty-one to twenty-five. A wider scope is proposed by 

Nilsen and her collaborators, who see YA literature as “anything that readers between the approximate 

ages of twelve and eighteen chooses to read either for leisure reading or to fill school assignment.” (3) I 

personally find this last definition a little too generic, and I searched for a more specific definition based 

on relevant literary parameters. Studying the evolution of the Bildungsroman and the 

Entwicklungsroman, Roberta Seelinger Trites clearly establishes the boundaries between adolescence 

and children’s literature: after discovering herself or himself as such in the first phases of his life, the 

individual enters adolescence when he or she starts developing a sense of belonging to society and begins 

relating to the institutions that regulate their everyday life. According to this view, young readers from 

twelve to fourteen going through puberty are, regardless of a possible oscillation towards adolescence 

novels, still interested in the topics of Children’s literature. 
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• The choice of settings, strictly related to the previous point, that started 

exploring places and conditions far away from the white picket fences of the 

American Dream; 

• A more colloquial language that began mimicking oral communication 

between the characters and allowing verbal and grammatical licenses; 

• The mode of narration that became more open to tragic and ironic tones. 

It is indeed the use of irony, that feeling that “good tennis players get when they 

are served a ball they can’t return,” that provides these novels with “a refreshing 

honesty.”  Nilsen suggested that these stories convey to young readers that “they are 

not the only ones who get served that kind of ball and that the human spirit, although 

totally devastated by this particular set, may rise again to play another match” (115). 

The YA novel provides ideological frames that allow the readers to develop their 

own subjectivity—that is what Robyn McCallum defines as the “sense of a personal 

identity an individual has of her/his self as distinct from other selves, as occupying a 

position within society and in relation to other selves, and as being capable of deliberate 

thought and action” (3). During adolescence, identity is indeed a matter of comparison, 

which develops either in conformation or confrontation to one’s peers. Social 

constructions and ideals burden the individual with expectations—about body and 

personality—and adolescents find themselves pressured to comply to normality, lest 

they are stigmatized and marginalized.  

For Roberta Seelinger Trites, the defining trend of the YA novel is found in the 

presence of adolescent protagonists striving to understand their individuality in relation 

to all these institutions that train them towards conformism. From her post-

constructionist perspective on the YA novel, she names the societal forces that impel 

towards canon compliance identity politics, understood as “the social affiliations that 

members of any society construct to position people in relationship to one another” 

(46). Identity politics are social constructions that assume institutional dimensions once 

the tendency to conform to social expectations becomes conventional, and they affect 

how we perceive ourselves as individuals. 

Gender and race are perfect examples of political constructs: if we observe the 

discursive conditions that allow for gender inequality and racism and perpetrate them, 

it is clear how tightly they are related to power. Trites reports Robyn Wiegman’s words 

to explain how both gender and race are commonly determined in terms of physical 
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appearance: this phenomenon that Wiegman calls “epistemology of the visual” triggers 

essentialism, that is the aptitude to reduce people’s essential inner traits to biological 

factors. The same principles could be applied to disability, as the utmost social 

construction outlined according to physical criteria of “normality”.  

In her enlightening work that combines philosophy, sociology, and disability 

studies with literature and popular culture, Rosemarie Garland Thompson contests the 

utopia of a well-regulated nation which demands bodies to be able and puts pressure on 

the individual. She denounces the “American ideal” which, according to the principles 

of liberal individualism, requires from each individual self-government, self-

determination, autonomy, and progress. In order for the country to work flawlessly each 

physical person should conform to the perfect idea of man that can ensure 

productiveness. But disability, functioning as a reminder of the mortality of the 

mankind, breaks this utopian picture and is therefore seen as a threat to the regulation 

and the control of that society.  

Adolescent literature narratives revolve around these identity politics because an 

adolescent’s opportunities to access power are influenced by how she learns to define 

herself in terms of race, gender, class—and in our case (dis)ability. Trites explains, 

The behaviors of large number of people are regulated in terms of 

identity politics. And whether people self-select the characteristics 

associated with a group or whether those characteristics are imposed on 

them by the perception of others, their sense of affiliation with a group 

serves in some way as a limiting factor. (47) 

For decades now, scholars have tried to propel fiction writers to address disability in 

youth narratives,2 to promote ideas of inclusion. The strong influence of fiction in the 

constitution of the collective imagery and the formation of people’s cultural perceptions 

is in fact strongly advocated. For Barbara Baskin and Karen Harris, fiction, rather than 

nonfiction, gives the writer the power to translate societal abuse in personal terms, 

conveying not only cognitive but also affective messages. This would facilitate the role 

of the reader who, through a process of identification, can better interpret the issue. 

Literature could therefore hold the potential to broaden normates’3 view of disability, 

                                                 
2 Young Adult Literature cannot boast a large corpus of critical inquiry since research is not extensive in 

this field. Because of this paucity and because the target of YA literature is still not defined unanimously, 

fiction written for adolescents remains Children’s Literature (Hill). 
3 The word “normate” was coined by Rosemarie Garland Thompson (1997) to define nondisabled people. 

The term refers to “the veiled subject position of cultural self, the figure outlined by the array of deviant 

others whose marked body shore up the normate’s body” (8). 
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stimulating empathy and understanding, and in this way be a tool in the eradication of 

cultural stigmas that are still well-rooted in our society.  

And yet, this could be a double-edge sword, considering that, as Garland-

Thompson argues, “if we accept the convention that fiction has some mimetic relation 

to life, we grant it power to further shape our perceptions of the world, especially 

regarding situations about which we have little direct knowledge” (Garland Thompson 

10). The mediatic current of the American culture until now has moved the opposite 

way: the disabled body has been objectified and made a spectacle of, helping to 

strengthen those stigmas that caused discrimination and marginalization. 

Because disability is so strongly stigmatized and is countered by so few 

mitigating narratives, the literary traffic in metaphors often 

misrepresents or flattens the experience people have of their own or 

others’ disabilities. …Textual descriptions are overdetermined: they 

invest the traits, qualities, and behaviors of their characters with much 

rhetorical influence by simply omitting—and therefore erasing—other 

factors or traits that might mitigate or complicate the delineations 

(Garland Thompson 10).  

When disability fiction points the finger exclusively at the physical “abnormalities” of 

the ill, it helps reduce disability to simply that, a mere deformity of the body, solidifying 

stereotypes that hurt society. Disability is much more than a visible impairment. 

The World Health Organization has classified disability as “any restriction or lack 

(resulting from an impairment) of ability to perform an activity in the manner or within 

the range considered normal for a human being.” Moreover, it is added that “disability 

is characterized by excesses or deficiencies of customarily expected activity 

performance and behaviour, and these may be temporary or permanent, reversible or 

irreversible, and progressive or regressive” (143). According to this medical 

perspective, then, physical impairment is only one possible cause of disability, which 

on the contrary can be a consequence of any illness, or the response of the individual to 

one of its symptoms.  

There exist disabilities that are primarily functional, in the sense that the body is 

unable to fulfill tasks which a normative body is expected to, but that are not visible as 

they do not affect physical appearance, cognitive processes, or primary communicative 

abilities. These limitations in a person’s daily routine and/or socialization process are 

strictly related to the idea of “chronic illness”, a slippery term whose scope varies from 

one medical system to another around the globe. Whereas some schools identify chronic 



  Fois  5 

diseases as a synonym to noncommunicable diseases (NCDs), others affirm that 

contrary to NCDs, chronic illnesses can also present as infective (e.g. HIV). 

People living with invisible disabilities face problems in social interaction that are 

particular. But if, like for any other kind of disability, their problems derive from 

prejudices and biased mental schemes, unlike any other kind of disability, they are 

underrepresented in the media. 

In 2002, Marilyn Ward created an annotated bibliography concerning two-hundred 

novels about disability and diversity “for young people” published between 1991 and 

2001. Besides the classic Titles, Author, and Age-Level indexes, she added a Subject 

Index in which the different titles are classified according on their content. While some 

are general topics (e.g. abuse, adoption, Africa, etc.), many of them are names of 

specific illnesses and disabilities, like “autism”, “eating disorder”, “wheelchair”. 

Among these, the main categories are:  

• physically handicapped—includes titles from the categories of “blind”, 

“cerebral palsy”, “deaf”, “dwarfism”, “Muscular Dystrophy”, 

“poliomyelitis”, “scoliosis”, “spina bifida”, and “wheelchair”; 

• mentally handicapped—includes “Down syndrome”, “autism”, etc.;  

• mentally ill—includes “eating disorders” and “schizophrenia”, for example, 

which are not listed in the previous category.  

Out of two-hundred titles, only twenty-seven dealt with invisible disabilities. Of 

these, twenty-two were dedicated to learning impairments such as dyslexia and 

dyscalculia, and only five to chronic illnesses, namely epilepsy and juvenile rheumatoid 

arthritis. 

It is clear that a hierarchy of disabilities has affirmed itself in YA realistic fiction, 

where physical disability is the most commonly treated, followed by cognitive 

disabilities, and then mental illness. And this order persists in today’s publishing 

landscape, sixteen years after Ward’s annotated bibliography: Young Adult literature 

seems to be stranded at a point where the only disabilities worth dealing with in fiction 

are those that are visible, reflecting the spread inclination to define a person’s essence 

based on the physical display, and thus confirming Wiegman’s theory about the 

epistemology of the visual. 

This is the original disability bias: the representation of disability that, by relying 

on cultural assumptions, sees the disabled exclusively for their physical impairment, 
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which not only flattens disabled characters and their stories, but also feeds the stigmas 

that already affect differently able people. If writers do not portray disability in its 

complexity and with all its nuances—giving space to other kinds of impairments other 

than physical—they contribute to reinforce the stigmatized perception of it. The 

underrepresentation of invisible disability is part and parcel of a greater problem that is 

the misrepresentation of disability as such.  

Since the YA novel has such a great power to shape young people’s minds, we need 

to be mindful of the quality of their content and their adherence to reality. Hill prompts 

that “we need to study what adult writers convey to adolescent readers, deliberately or 

unintentionally, and what that means” (18). 

This idea is supported also by Children’s Literature scholars who—despite 

recognizing the diversification of voices that developed in the 1970s—have lamented 

the tendency of youth fiction writers to commit a series of common disability biases, 

which—although often unconscious—perpetuate those stigmas. (Adomat; Baskin and 

Harris; Biklen and Bodgan; Brittain; Coogan; Gervay; Heim; Mellon; Pollard; Rubin 

and Watson; Saad; Yenika-Agban). The focus has always been on the representation of 

disability as a general condition in children’s or youth fiction, and few have taken 

interest in the ways of misrepresenting invisible disability and chronic illness (Saad). 

The purpose of this thesis is therefore to show how easy it is for a YA writer to fall into 

poor representation of invisible disability.  

In this research, chronic illness and disability are not considered two different 

conditions (Saad) but as two sides of the same coin, as the World Health Organization’s 

definition of disability demonstrates. I define chronic illnesses as long-lasting health 

conditions that are at times treatable but that do not have a definitive cure. They can be 

either progressive or not, but are never terminal.4 They can be otherwise situational 

(e.g. asthma) or have alternate periods of intensification of the symptoms (flares-up) to 

times of remission (flares-down) (e.g. Chron’s disease, systemic lupus erythematosus, 

etc.). And they are always cause of one or multiple invisible disabilities in the 

individual.5 

                                                 
4 Some chronic illnesses can be life threatening, such as Huntington’s disease which slowly degenerate 

leading to death, but it is a long process through which the person lives with the symptoms. 
5 The framework of this research will not include physical impairments, cancer—due to its at either 

curable or terminal nature—nor cognitive disability (e.g. autism spectrum). Mental illness (e.g. 

depression, OCD, bipolar disorder, etc.) is more problematic: it presents social issues that are slightly 

different from those of chronic illness. However, besides being invisible and invalidating, mental illness 

can also be a symptom of many chronic illnesses—depression, for example, affects patients with multiple 
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Being a chronically ill reader and a writer myself, I have a personal interest in 

understanding how a story about disability can be made solid and sound and a character 

more round so as to offer a quality literary product. Therefore, in the attempt to answer 

the question of what it means to portray invisible disability and chronic illness in a 

realistic or unrealistic way, I examine a series of common mistakes that youth writers 

continue to commit when dealing with disability, and I integrate them with other 

important biases that appear specifically in stories about chronic illness and invisible 

disability.  

Following Hill, I analyze Nicola Yoon’s recent YA work Everything, Everything, 

featuring a chronically ill protagonist, to evaluate the quality of the narrative in terms 

of representation of chronic illness and invisible disability. I analyze the text to see how 

disability biases affect the narrative and how this can harm the reader.  

In the end, analyzing my first personal work of YA fiction, Nothing Wrong with 

Snails, I reflect on how conducting this same research helped me in terms of aesthetics 

and craft, improving my writing about disability for a young audience. I explain what 

changes I made in the development of the story and the characters in order to avoid 

disability biases and overturn harmful tropes. In conclusion, I demonstrate how 

disability studies are a fundamental tool for creative writers who wants to approach 

disability fiction. 

The Unrealistic Portrayal of Chronic Illness: Disability Bias 

In 1996, Chris Saad conducted a research project about the gender of chronically ill 

characters in youth realistic fiction. It used a 100% sampling that included every work 

of realistic fiction with a chronically ill protagonist, targeted for children and/or 

adolescents and published in the U.S. between 1970 and 1994. The sample was 

composed of a total 78 books, of which 14 treated cancer—a topic that has grown of 

interest in the following decades to the point of constituting its own branch of fiction. 

There were 64 books left—most of which dealing with asthma (13), epilepsy (9), 

diabetes (7)—to sign a level of representation that is far from reflecting the actual 

percentages of chronically ill youngsters in the world.  

                                                 
sclerosis, fibromyalgia, and many others. Due to the limited space of this research, I will not be able to 

analyze this aspect in detail.  
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But the aim of Saad’s analysis is not the frequency or the proportions of YA 

representation of chronic illness, as much as it is the quality of it. Saad shows that the 

majority of the readers (72.9%)—who for the purpose of the research were all selected 

for their chronic condition—deemed the books unrealistic. The research however does 

not inquire further, and Saad leaves to someone else’s investigations the task to clarify 

what makes a YA novel about chronic illness realistic or unrealistic. 

Merriam-Webster dictionary defines “realistic” something “of, relating to, or 

marked by literary or artistic realism. Accurately representing what is natural or real 

(a realistic novel, realistic portraiture, realistic sound effects), or convincingly 

rendered to appear natural.” In creative writing, realism is often defined through the 

Aristotelian concept of mimesis (from the Greek “to imitate”, “to mimic”) introduced 

in The Poetics, according to which the work of a writer is to imagine possible realities 

that imitate real life. To be realistic, fiction must indeed be founded on “the law of 

probability or necessity” or hypothetical plausibility (Wood). However, this 

fundamental principle seems to be subjected to infringement when invisible disability 

enters the frame. 

In disability literature, “one of the first obligations of a writer is the presentation of 

truth” (Baskin and Harris). An accurate and exhaustive portrayal of disability is tied to 

a series of choices that a writer must make—from the language, to the structure of the 

plot, to the character’s voice and the characterization. Because these choices are 

dictated by the writer’s personal worldviews, they can often be tainted by prejudices 

and stereotypes. As Baskin and Harris remind us, there are many factors that can 

interfere in the creative process, ranging from the enthusiasm for a creative idea, the 

frenzy of the publishing sector, the writer’s strong sense of social justice, to the myths 

about disability.  

All these interferences easily lead to a lack of accuracy that is, in my view, harmful 

in two ways. Firstly, the disabled readers meet a representation of their condition that 

denies their identity and their worth. According to Baskin and Harris, finding 

incongruency between their perception of the real world and what learnt on a book 

could also lead the reader to distrust the role of narrative, which would be a defeat for 

literature. Secondly, the normate reader who is exposed to inaccurate writing, when 

confronting a similar situation in real life might not know how best to behave towards 

a person with disability, especially with regard to their identity. For this reason, I agree 

with Heim that “accuracy is just as important in fiction as it is in nonfiction, and authors 
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who write novels with disabled characters have an obligation to present accurate up-to-

date information” (139).  

In 1987, Rubin and Watson used the term “disability bias” to denote all these 

damaging “attitudes and practices that lead to unequal and unjust portrayals of people 

with disabilities in children’s literature” (60). They understood the potential societal 

risks that biased disability literature could cause to children and advocated the need for 

writers and publishers to address this issue in a conscious way. To validate their thesis, 

they reported the work of Douglas Biklen and Robert Bogdan who in 1977 identified—

through a research then published on the Interracial Books for Children Bulletin about 

“Handicapism”—ten common stereotypical misrepresentations in YA fiction. A 

character with disability is generally depicted as: 

1. Pitiable and pathetic: the perception of “disabled” as the opposite of “able-

bodied” has pervaded literature for centuries, perpetuating the belief that people 

with disability are “less fortunate”. (e.g. Tiny Tim in Charles Dickens’ A 

Christmas Carol). 

2. Objects of violence: deriving from the conception that a disabled person must 

be incapable of defending themselves, characters with disabilities are often 

made powerless victims of crime or bullying. Rubin and Watson use the 

example of John Steinbeck’s Of Mice and Men. 

3. Sinister and/or evil: this might be the most common stereotype in literature 

since fairy tales were still oral and witches were depicted as “deformed”. In this 

case, disability works as a metaphor to suggests a correlation between physical 

difference and a criminal personality. A classic example is Captain Hook from 

James M. Barrie’s Peter Pan, but this convention is still used today in today’s 

literature as well as in mass media (Dahl). 

4. “Atmosphere”, or “background characters”: the character with disability is not 

only peripheral to the action, but also undeveloped. Brittain calls it the “second 

fiddle” phenomenon, as the character serves merely “to bring the central 

character/s to a better understanding of themselves or their disability”. An 

example can be found in Rosie Rushton’s Best Friend Together, where the one 

of the protagonists’ younger sister with Down syndrome inspires the main 

characters to mature. 

5. A Supercrip: it is the “compensation rule” according to which people with 

disabilities will overdevelop other senses or abilities in order to counterbalance 



  Fois  10 

their “faults” and “lacks” (e.g. Jim Thompson’s paraplegic detective in the TV 

series Ironside). The more recent trend in YA dystopian and fantasy novels is 

to ascribe the character’s disability to their supernatural essence, as in Josephine 

Angelini’s Trial by Fire, where the protagonist’s allergies and deficiencies are 

caused by her repressed supernatural power. 

This “Idealized Disability” (Adomat) has its deepest roots into the opposition 

between disability and able-bodiedness. By portraying disabled characters as 

superheroes or over-achievers, literature reflects the popular inclination to 

“focus on fixing” disabilities in order for the individual to integrate in a society 

of normates. 

6. Laughable: related to the second stereotype, this too is very harmful: to make 

the character with disability a victim, whether it is of physical percussions or of 

verbal one, legitimize the same behavior in real life. 

7. Their own (and only) worst enemy: it is a common misconception according to 

which the disabled individual could overcome their problems by just being 

courageous and stop self-pitying themselves (as in the cases of Colin in The 

Secret Garden and Clara in Heidi). To build a narrative on this prejudice is in 

fact dangerous, for such conception of disability denies the actual limitations 

that society imposed on the person with disability by building architectural, 

communicational and attitudinal barriers. 

8. A burden: this type of portrayal promotes the dehumanizing idea that disabled 

people are a dead weight in society and denies their important contributions as 

citizens (e.g. Laura in Tennessee Williams’ A Glass Menagerie).  

9. Asexual: what Biklen and Bogdan meant with this stereotype is that people with 

disability are rarely portrayed in a romantic relationship, with the risk to cement 

the idea that they cannot appear as an object of neither romantic nor sexual 

desire, and/or that they do not feel this kind of desire, as in Daniel Keyes’ 

Flowers for Algernon. 

10. Incapable of fully participating in everyday life. The idea that people with 

disability are a great resource for society and can be an integrant part of its daily 

routine has spread only recently and it is not yet the prevalent one. Jojo Moyes’ 

Me Before You clearly represent this bias. 
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To this list, Rubin and Watson add an eleventh stereotype that authors have 

commonly noted more recently but was not included in the Biklen and Bogdan piece, 

and that is the representation of a person with a disability as isolated from disabled and 

nondisabled peers, too often pictured as loners. Brittain calls this depiction “the 

outsider”, “a figure of alienation and social isolation,” and Yenika-Agban sustains that 

for literature to divulge disability as an “alien condition” it perpetuates the negative 

image of otherness. 

Brittain’s research integrated Biklen and Bogdan’s thesis and explained the Six 

Pitfalls of Disability Fiction. Some of them correspond to the ways of misrepresentation 

we already analyzed,6 but she offers interesting additional observations. For example, 

the dichotomy between extremely good and extremely evil: authors are prone to render 

characters with disability as either an excess of morality or as the complete lack of it: 

“saccharine sentimentality or incarnate evil” (Pollard 264). The harm lies in the way 

this aptitude assigns the disabled character with less human nuances, making it 

impossible for the reader to empathize with them. 

Scholars have also discussed the relevance of language in dealing with disability. 

Rubin and Watson denounce the “handicapist language” for its predominant role in the 

reaffirmation of stereotypes about disability just as much as those about racism and 

sexism, and they warn readers as well as writers about the weight of literary style and 

language. On the other hand, Pollard celebrates the way disability studies have 

propelled academics and writers towards a new theoretical and aesthetic lexicon for the 

study of disability in literature.  

This lexicon goes beyond simply offering a means of categorizing the 

representations of disability, inserting itself into the very concept of 

representation—not only to challenge ableist hegemony but, more 

importantly, to cripple representation and the perceptions and normative 

ideologies that have shaped and limited it. (263)  

Our choice of words has a weight, for they have the power to reflect our personal and 

societal attitudes and prejudices (Rubin and Watson; Heim). 

However, disability biases and misrepresentations are often perpetrated 

unconsciously by the writer and can subtly insinuate themselves in the narrative. For 

                                                 
6 Brittain lists: Character as “other than human”; Character likened to vegetable matter; Character as 

“extra-ordinary”; Character as a “second fiddle”; Lack of realism and accuracy; Character as an 

“outsider”; Lack of happy endings. They do not differ too much from Biklen and Bogdan’s biases: I 

already cited the “second fiddle” as a support to the fourth stereotype, and the “outsider” in support to 

Watson’s eleventh point, and we could also associate the character being “extra-ordinary” to the fifth 

stereotype in the list. 
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this reason, I believe that text analysis is necessary for a deeper and fuller 

comprehension of the issue’s complexity, observing how these mistakes are committed 

and how a disabled character is rendered unrealistic. 

These biases have been studied almost exclusively in relation to youth fiction 

dealing with physical impairments, as many of the titles I have mentioned demonstrate. 

Scholars have sometimes attempted to apply them to mental disability, as in Mills’ “The 

Portrayal of Mental Disability in Children’s Literature: An Ethical Appraisal”, and 

Heim’s “Beyond the Stereotypes: Characters with Mental Disability in Children’s 

Books”, but rarely to chronic illness and invisible disability.7 Since individuals coping 

with chronic illness and invisible disability face additional issues in the daily routine 

and social relations compared to people with visible disability, the analysis of invisible 

disability’s representation in YA literature is therefore fundamental to understand how 

these common biases affect it. 

 

Fetishizing Invisible Disability: the case of Yoon’s Everything Everything  

Writing realistic fiction about any kind of illness and disability is a hard task. If the 

representation is accurate and the character portrayal is round, it could be used as a tool 

to bring awareness about a condition that is otherwise unknown. But, if on the other 

hand the story presents a general lack of realism, the risk is to spread wrong depiction 

of an illness and feed societal stigmas.  

In the case of those chronic illnesses that cause some sort of invisible disability, 

then, the problem is amplified by the rarity of many of these diseases.8 The rarer is the 

disease, the greater is the risk for the writer to fall into inaccuracy, but most of all into 

sensationalism. When the story fails to present a believable development and a 

character with a rare illness that is three-dimensional and coherent, the novel reveals 

the author’s intention to hyperbolize a situation in order to lure the attention of the 

reader, or else to exploit the illness to facilitate the plot.  

                                                 
7 Saad writes that “Sexism and the stereotypical portrayal of chronically ill individuals in children's 

literature have been documented (Davis, 1984; Kortenhaus and Demarest, 1993; Reinstein, 1984; 

Rudman, 1995; White, 1986). Drennon (1993) conducted an analysis of children's books with chronically 

ill characters that explored the medical and developmental accuracy in children's books with chronically 

ill characters.” However, Drennon’s unpublished doctoral thesis results untraceable.  
8 Many rare diseases are chronic rather than terminal. Some of them lead to physical disability after a 

long period of invisibly disabling symptoms (i.e. Amyotrophic Lateral Sclerosis ALS), others may 

remain situational and cause invisible disability. For more information see the GARD – Genetic and Rare 

Disease Information Center: https://rarediseases.info.nih.gov/diseases 
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This is the case of Everything, Everything, a YA novel in which the protagonist 

Madeline Whittier is eighteen and has lived her whole life in a literal bubble. This 

multiethnic American girl suffers from Severe Combined Immunodeficiency (SCID), 

a rare disease denoted by a serious antibody deficiency, that could be explained by some 

genetic mutations. It is an illness that presents itself in the first years of life when the 

baby shows a high susceptibility to continuous infections that can often become life-

threatening if not dealt with in time with the right therapy. Rarely, in the most severe 

cases of this pathology, the person might be forced to live in a completely sterile 

environment—hence, the name “bubble baby disease”. 

A mere look at the plot outline allows to easily pinpoint the sensationalism in the 

author’s choice of this illness. Maddy is not a character created to portray a serious 

condition in a way that can bring awareness and foster empathy, but the product of 

naïve romanticism. SCID is an excuse for Yoon to force her protagonist into a situation 

of isolation that makes her not only an outsider, but also a pitiable one, as we notice 

from the first page of the novel. 

“I’ve read many more books than you. It doesn’t matter how many you’ve read. 

I’ve read more. Believe me. I’ve had the time” (1). Whoever the reader may be, Maddy 

has had more time than them to read books because of her illness.  

In my white room, against my white walls, on my glistening white 

bookshelves, book spines provide the only color. The books are all 

brand-new hardcovers—no germy secondhand softcovers for me. They 

come from the Outside, decontaminated and vacuum-sealed in plastic 

wrap (1). 

The author stresses Maddy’s condition of forced loneliness. The character even names 

the Outside for everything that lies beyond the walls that confine her—which reminds 

of a YA dystopian novel in which the rebel protagonist dreams about deceiving the 

system and escaping. The author is depicting a pitiable image of an ill girl who writes 

her name on every book’s inside front cover despite knowing that the tomes will never 

leave the house, just as she will not. And yet, she persists in writing a promise of reward 

for the hypothetical person who could find the book. The rewards she lists all entail 

things that need to be done outside, which are therefore impossible for her. By 

conveying her strong desire to escape, her illness is shown as the only thing that 

prevents her from living a normal life.  

The author is asking the reader to pity Maddy and exacerbates her role of victim 

when she medically describes the disease: “My disease is as rare as it is famous. …I’m 
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allergic to the world,” she says as she explains what SCID is. Besides being irrelevant 

on a narrative level, this fragment is reinforcing the negative image of disability 

depicted in the few previews pages. In my view, the condition should be uncovered 

gradually, explained by the character as they live with it, otherwise the disability, rather 

than the person, becomes the protagonist of the story. 

Mellon affirms that: 

The best approach to disability in juvenile books is one in which aspects 

of the disability are revealed, not as the main focus of the book, but 

through the unfolding of the story. In this way, characters can be 

developed as people who happen to be disabled, just as they happen to 

have red hair, or happen to hate spinach, or happen to be quick-tempered 

(47). 

In Everything, Everything, the opposite approach has been used, explicating the illness 

as if to put a “disabled” sign on the character’s head. Making the character specifically 

remark how abnormal her condition is, the writer is characterizing a walking disability 

and not a person who happens to have a rare disabling illness. The author is operating 

a demonization of the disability, which rather than a character’s aspect, appears like the 

monster of the fable that precludes the hero from living a “normal” life. 

In less than three pages Yoon has already employed five disability biases: the 

character has been portrayed as an outsider; the story promotes pity instead of empathy; 

it depicts a negative image of disability; the stress is on the disability rather than on the 

person; and the impairment tends to be critical to the development of the story. The 

situation does not improve: 

My birthday is the one day of the year that we’re both [Maddy and her 

mother] most acutely aware of my illness. It’s the acknowledging of the 

passage of time that does it. Another whole year of being sick, no hope 

for a cure on the horizon. Another year of missing all the normal 

teenagery things—learner’s permit, first kiss, prom, first heartbreak, first 

fender bender. Another year of my mom doing nothing but working and 

taking care of me. Every other day these omissions are easy—easier, at 

least—to ignore. 

This year is a little harder than the previous. Maybe it’s because 

I’m eighteen now. Technically, I’m an adult. I should be leaving home, 

going off to college. My mom should be dreading empty-nest syndrome. 

But because of SCID, I’m not going anywhere. (10) 

 Once again, she reiterates all the “teenagery things” and the college experience she will 

not live. However, here, the writer conveys that curiosity and desire to live a life like 

the majority of the world population does—going to school instead of taking online 

classes and complete exams via Skype, walking and exploring cities and countries—
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that are believable traits of a character like Maddy. So, initially, I was willing to 

consider this a truthful portrayal of an eighteen-year-old who lives this illness as a cause 

of great sacrifices that relegates her in a safe place where she cannot take risks. But the 

more the reader learns Maddy’s character, the less she appears as the type of child who 

is frustrated and angry at her illness. On the contrary, she often appears resigned and 

focused on the things she does inside, rather than on what she could do outside:  

“Do you ever wonder what your life would be like if you could just 

change one thing?” he asks. 

Not usually, but I’m starting to. What if I weren’t sick? What if 

my dad and brother hadn’t died? Not wondering about impossible things 

is how I managed to be relatively Zen. (97) 

The inconsistency in Maddy’s words show stereotyped assumptions about disability 

that taint the text with thoughts such as, “but because of SCID I’m going nowhere” 

(10). It is something that the reader already knows, and if it was left to be implied, it 

would create a better effect. “Technically, I’m an adult. I should be leaving home, going 

off to college and my mom should be dreading empty-nest syndrome” (10) would work 

on its own. The author stresses that the problem is the illness, demeaning the experience 

of all the individuals who live with such health condition. By bringing the illness to the 

forefront and pushing Maddy’s human experience to the background, the writer fails to 

portray a well-rounded, three-dimensional character.  

The incongruencies in Maddy’s character in fact continue. Maddy wishes for 

“normal teenagery things”, but after that short introspective paragraph about her 

birthday she never presents— in her thoughts or in her action—the basic human need 

for a real friend other than her mother or her nurse Carla. No one comes in the house 

apart from the two women, but she never even hints at the eagerness to speak and 

confront herself with peers that should be typical for any teenager, let alone for someone 

who has spent eighteen years without meeting anyone. For example, Carla has a 

daughter of Maddy’s age, and yet the possibility that they meet is never mentioned. It 

is true that “having a visitor is a big deal because they have to agree to a medical 

background check and a thorough physical” (57-58), but logistically, the process is not 

impossible for the daughter of her own nurse. And yet the option is never even 

considered by any of the characters. 

What is more, Maddy has a blog where she reviews the books she reads, but she 

never shows any sort of interaction with the blog’s readers, nor does she mention any 

online friend with whom she might have the chance to share something about herself 
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and her passions. She does not mention any use of social networks, either, which is 

rather improbable for her age. Friendship and connection with peers is important, 

especially for someone who has experienced isolation and loneliness (Heim). A 

situation such as Maddy’s, where she is deprived of any human connection, might have 

serious psychological repercussions on her mental health. Baskin and Harris claim that 

the biggest impact on a person with disability is made by having to accept situations of 

isolation, overprotection, segregation, and pity, rather than by having to come to term 

with the illness. Therefore, Yoon’s portrayal of invisible disability lacks realism and 

depicts a character that is “other than human”.  

If she was as curious as the quoted passage depicted her, she would probably want 

to hear from people her age about the “outside world”, instead she manages “to be 

relatively Zen” about her life inside in a way that makes the character artificial and 

unlikely. The novel is trying to depict a stereotypical ill girl, example of moral virtue 

for the other characters and the reader—courageous, patient, kind despite her difficult 

condition. But by doing so it falls into one of Brittain’s pitfall of disability literature, 

the excess of morality, and somehow into Biklen and Bogdan’s fifth bias, suggesting 

that patience is a superpower she achieved to compensate her disability. Thus, it fails 

to portray a living human being. 

The urge to truly evade her situation only presents itself in Maddy when a boy her 

age arrives in the neighborhood. The boy has a family, which provides Maddy with 

interesting scenes to assist to from her window, and a sister who is not much younger 

than Maddy. But all Maddy’s interest is turned to the boy, Olly. When the two siblings 

knock on her door with the intent to meet their neighbors, and they are sent away by 

Maddy’s mother because of the risks of contamination, the thought about a possible 

friendship with both of them does not find space on the pages of the book. The only 

object of Maddy’s desire is Olly, the boy. 

It reminded me why I stopped paying attention to world before. But 

trying to get back to my normal routine is hard when I can hear all the 

sounds of the outside world. I notice things that I paid very little attention 

to before. I hear the wind disturbing the trees. I hear birds gossiping in 

the mornings. I see the rectangles of sunlight that slip though my blinds 

and work their way across the room throughout the day. You can mark 

time by them. As much as I’m trying to keep the world out, it seems 

determined to come in. (32) 
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For Maddy it was easier to be sick before Olly appeared, because before him her desire 

to go outside and meet people was not strong enough. This statement is a manifest clue 

of the direction the plot is about to take. 

When she pleads with Carla to allow her to meet him, the nurse alternates 

encouraging discourses about love and romance to moments of lucid rationality about 

the hardship of Maddy’s condition, while the teenager is first eager to fall in love then 

afraid, not because of her condition might limit her interaction with the boy, but because 

of a possible heartbreak. But after a long indecisiveness on both sides Carla lets Olly 

in.  

Temporarily leaving the medical imprecisions aside, I want to focus on the absence 

of awkwardness that characterizes their encounters. Her brother and her father died in 

a car accident when she was six months old and she has lived all her life with only her 

mother and her nurse, so not only is Olly the first person of a different sex that Maddy 

has ever met, but he is possibly also the first human being she has had the chance to 

know in eighteen years. And yet, she always knows what to say. At this point, it 

becomes clear that romance is the real purpose of the author. 

A few encounters and online chats later, after protocols have been overlooked and 

the nurse has been fired for her irresponsible behavior, something happens on the porch 

of Olly’s house while Maddy is watching, and as the boy is mildly hurt, the worry for 

his wellbeing is too strong for her to contain. She leaves her bubble to reach him. Surely 

Romantic Fate wants her to return home unscathed after the episode, but once she has 

tasted freedom she decides that the risks represented by her illness are worth taking. 

She plans her getaway with Olly and leaves for the Hawaii without notice.9 

It is a typical trope of cheap romance: the love for someone propels the main 

character to challenge her limitations regardless of the high risks, especially when said 

love is required. In Everything, Everything, Olly’s act of falling in love with Maddy is 

facilitated by the invisibility of her disability.  

“Your hair is really long,” he says. “And you never said you had 

freckles.” 

                                                 
9 I mentioned earlier the similarity of the settings to those of a dystopian novel. The Outside as something 

that is forbidden by the system, which only by commanding the respect of strict legislations can grant 

the population of the Inside a perfect life. Like Jonas in Lowry’s The Giver or Tris in Roth’s Divergent, 

Maddy has always lived segregated in her utopian society and has learned to be afraid of what is outside, 

but when something awakens her curiosity towards the outside and let her see that life in the Inside is not 

as good as she thought, she finds her way out. The fundamental problem of using this fantastic dynamic 

in a realistic novel about illness and disability, is that the story loses its hypothetical plausibility. 
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“Was I supposed to?” 

“Freckles might be a deal breaker.” He smiles and the dimple 

comes back. Cute. (73) 

The romanticization of an invisible condition is one of the most common biases that 

affect this type of disability. The invisibility of many chronic illnesses often gives rise 

to their being used as a gimmick in the plot, as it allows for a creation of an aesthetically 

pleasing character in need of saving. Maddy presents herself as the perfect subject for 

harlequin romance: Olly is the person that teaches her how to live, how to feel, and with 

him she experiences many “first times”, making her magically forget her illness and 

giving her the courage to just try.  

This tendency to use invisible disability as means to romance is possibly related the 

high percentage of chronically ill female protagonists in YA novels. Saad founds, in 

fact, that 80.8% of the books studied had female chronically ill main characters, 

whereas only 18% were male. Saad concluded that this reflects the stereotype of female 

bodies as inherently weaker and in need of greater care. But because chronic illness has 

no definitive cure and can only be treated daily, this necessity of the female character 

is reversed through the romantic needs and desires. 

This is where the danger lies in a novel such as Yoon’s: when the romantic 

achievement is deployed to compensate the “poor kid’s” sad and lonely life, or when 

the character can dismiss her or his illness because of love, then it belittles a serious 

condition. This does not mean that a chronically ill teenage character cannot be involved 

in a romantic relationship, but it is the writer’s duty to treat invisible disability as an 

integrating trait of the character that the love interest must accept in order to represent 

a healthy kind of relationship. Deluding naïve readers that love is enough to heal the 

body is dangerous. 

During their journey, Maddy is involved in various activities that are of course new 

to her, coming into contact with things and people that might trigger her illness, but 

despite this she does not present any symptoms. Until one night she is awakened by 

tachycardia and dyspnea, and her heart stops beating. 

I don’t remember much, just a jumbled mix of images. The ambulance. 

Being stabbed in the leg once. Then twice. Adrenaline shots to restart 

my heart. Sirens wailing from far away, and then much too close. A TV 

flickering blue and white high in the corner of the room. Machines 

beeping and blinking all day and all night keeping vigil. Women and 

men in white uniforms. Stethoscopes and needles and antiseptics. Then 

that smell of jet fuel. (240) 
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At home, she is cured by her mother (a doctor) who “has transformed [her] bedroom 

into a hospital ward.” When she resigns—in a desperate and more believable way this 

time—to the prospect of not seeing Olly ever again and to live the rest of her life 

indoors, the resolution of the story comes to her: the doctor that treated her in Maui 

contacts her with the medical proof that she is not affected by SCID. She will discover 

that her mother invented her illness after the trauma of her husband and first son’s death, 

when Maddy was a newborn, in order to protect her for the outside world. Now, “free” 

from her disability, Maddy can leave the nest and live happily ever after with Olly. 

This is the most harmful and denigrating bias in the representation of chronic 

illness: the miracle cure trope. Although chronic illness is incurable, writers often use 

a gimmick to save characters from their condition of disability and guarantee them a 

happy ending. This teaches the readers that the only way to achieve real happiness is 

by reaching a good state of health, and therefore strengthens the idea that disability is 

something to pity, to avoid, to fear. It shows that normates do not know how to be happy 

without their “normality” and able-bodiedness, that a chronic illness or a long-lasting 

disability in general must exclude happiness. 

Literature has plenty of ugly ducklings who found peace once they became swans. 

Marieke Nijkamp, in her personal article about the unfairness of such trope, advances 

the case of Frances Hodgson Burnett’s The Secret Garden. She explains how, being 

herself a bed-ridden child, she was prone to identify with Colin, who was better than 

other literary disabled characters. However, Colin’s healing—or rather the discovery 

that he was never ill—ruined the entire story. According to her, this trope is common 

in both classic and more recent narratives, and in most of them the characters are cured 

once they overcome their bitterness and become better persons compared to the 

beginning of the story. This phenomenon is somehow compatible with the seventh 

stereotype by Biklen and Bogdan, a person with a disability portrayed as his or her own 

enemy. 

In the case of Everything, Everything, however, the situation is even different, in 

the sense that health comes as a reward to the character for daring to challenge her own 

disability. For the readers who live a condition that is similar to Maddy’s, this idea will 

of course sound simplistic and fallacious, because to challenge SCID and take the same 

risks the character takes in the novel, would not grant them any compensation but would 

rather put them in great danger. 
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Medical and general inaccuracies affect the entirety of the novel, in the choice of 

the illness based on its “isolating” factor and in the description of it. It is highly 

improbable that a single mother can afford to raise a child who needs twenty-four-seven 

medical assistance and online classes in order to pursue her studies. It is highly 

implausible that, only because the mother is a doctor, the girl has never been seen by 

any other doctor. Maddy seeks her medical records after the news from Maui, but she 

is not able to find anything. How is it possible that she has never questioned her mother? 

If Maddy—or the writer—had carefully researched SCID, she would have found out 

that even if there is no definitive cure, a treatment like the transplantation of blood-

forming stem cells is an effective, albeit temporary, solution.10 Such a discovery would 

have led her to ask for a second opinion. 

When writers decide to write disability literature, they must conduct accurate 

research. Yoon took from the illness only the parts that could help her create the perfect 

romantic plot and provide the princess of the fable with a happy ending free of any 

illness. This inclination to “fetishize disability” (Coogan 100), which affects in a 

particular way the representation of chronic illness and invisible disability, is the 

demonstration of how disability is still strongly stigmatized and how stereotypes 

continue to subtly affect our narratives.  

 

The importance of characterization in Nothing Wrong with Snails 

Being a writer of YA fiction, I want to help foster the intrinsic formative function that 

this genre possesses. I want to invest the genre with a greater responsibility towards its 

readers. I agree with Rubin and Watson that it is a duty of writers and publishers to 

provide readers with valuable literature and not mere entertainment where serious 

issues are treated as mere plot devises. Writers should feel this weight on their shoulders 

when writing for children, and always keep in mind that by obscuring the complexities 

of disability or finding a miraculous cure to a serious health condition, they are 

delegitimizing someone’s pain, that they are giving readers a false portrait of the world 

and reinforcing this stigma.  

                                                 
10 For more information about SCID, see GARD website: 

https://rarediseases.info.nih.gov/diseases/7628/severe-combined-immunodeficiency 



  Fois  21 

As a chronically ill reader I have rarely been satisfied with the literary 

representations of my condition, especially during my adolescence, when illness novels 

were becoming a trend and cancer was an inflated theme. No book was able to fairly 

portray the complexities of invisible disability. As a chronically ill writer, then, I 

decided to take it upon myself to tell the kind of story I would have liked to have read 

when I was younger. 

Although personal experience and medical research are important in writing about 

a chronic illness, often they are not enough to produce an honest picture of reality and 

treat invisible disability with the gravitas it deserves to be written about. My research—

with the in-depth analysis of Yoon’s Everything Everything—has therefore been a 

valuable tool in my creative process. To analyze the don’ts of disability fiction enabled 

me to correct the biases underlying my original idea and to steer my novel in the right 

direction. 

Nothing Wrong with Snails is my first attempt at writing a polyphonic YA novel, 

narrating the stories of three characters—Gabe, Tristan, and Abby. Through one of the 

characters’ points of view, I try to narrate, in the most realistic way possible, the 

hardships and the victories of a chronically ill teenager in his active life.  

Gabe is a sixteen-year-old boy11 who was diagnosed with Crohn’s disease when he 

was thirteen. Besides being chronic, this aggressive form of irritable bowel disease is 

also systemic, that is, it concerns not only the digestive system but, as a “side effect”, 

it can affect many other organs and tissues. In Gabe’s case it has already affected the 

heart, gradually causing a serious cardiopathy, but in time it could attack other body 

parts requiring additional surgeries or alternative therapies. The heart surgery that signs 

the beginning of the story might initially appear as a miraculous solution to his 

condition, but the reader understands soon enough that it solved only part of the 

problem and that Crohn’s disease will continue to affect Gabe’s body and life 

indeterminably, causing a functional disability that is not visible from the outside. What 

moves Gabe’s story is not the desire for a miracle cure, but the acceptance of himself 

and of the pace at which he will reach for his own goals. This way, by honestly 

representing life with an illness, I try to subvert a literary trope that has until now helped 

reinforce the idea that disability needs “fixing” instead of “accepting”. 

                                                 
11 The protagonist’s gender was not decided after Saad’s research, but the discovery that 72.9% of 

chronically ill characters in Children’s Literature are female legitimized my original choice. 
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Nothing Wrong with Snails begins with the character reminiscing about the first 

manifestation of his serious cardiopathy, followed by the official diagnosis of the 

chronic illness. The prologue, however, is not aimed at explaining the illness. In fact, 

what emerges from the character’s memory are his feelings, his pain and the 

psychological baggage that derives from such a traumatic event. It wants to convey the 

shock of the first diagnosis, when a person’s life takes a drastic turn and the illness 

commonly appears as a demon.  

However, the purpose of the prologue is not to demonize Gabe’s disability. The 

upset Gabe the reader meets in the prologue, rendered impotent and “paralyzed by fear”, 

will show a new reactivity already in the first chapters, maybe still disappointed or 

angry at times, but nonetheless keen to enjoy life. The feelings expressed at the 

beginning will evolve towards a new conscience of the character, when, at the end of 

the journey, Gabe will be able to give a new meaning to the turning points of his life. I 

decided to open the story with the protagonist’s first impression of his illness to enable 

the reader to see clearly where the character starts and understand his development.  

The character’s complex health condition is never medically described by the 

character himself, but it is gradually delivered through his dialogues with doctors, 

family and friends and through the narration of events. Here is the protagonist’s first 

and highly emblematic exchange with his doctor: 

“We just need to fix your medications. We have to make sure 

immunosuppressants don’t interfere with your therapy for Crohn’s, 

that’s all.” 

“But aren’t immunosuppressive drugs used for Crohn’s, too?” 

He scoffs at my curiosity, as if he was already expecting such 

questions from me. “Well, there are different types of suppressants. 

Some work better for a certain pathology and others have a wider action 

spectrum. Plus, each body can react better to one medication than to the 

other, but you already know this,” he says smiling. (Fois 15) 

It is always in the patient’s interest to ask questions and learn about those details of his 

condition he still ignores, and I used this aspect to depict a realistic relationship between 

a curious teenager and his doctor. Through passages such as this, readers learn about 

the character’s illness without the necessity for the character himself to do a medical 

digression. This would in fact give the illness more importance than what is needed, 

rendering it Gabe’s most important characteristic. Instead I chose to treat it just any 

other of his traits. 
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The medical details, which required a thorough research, remain certainly 

important but what I wish to draw in this novel is a teenager’s way to experience the 

social repercussions of invisible disability. As Baskin and Harris found, the main issue 

for people with disability in their early years is to come to term with the limitations that 

the illness entails rather than with the illness itself, and this is the main principle on 

which I built Gabe’s character. He faces the issues of isolation, overprotection, 

segregation and pity that represent the main worries for people with disability (Baskin 

and Harris), and in addition he confronts the peculiar type of discrimination that affects 

invisible disability:  

Instinctively, I’ve learned to keep the hard truth from the people around 

me. When it comes to the ones I love, I think there’s no use in alarming 

them more than it’s necessary. While I refuse categorically to inform 

people who don’t know me that well simply because I know I couldn’t 

stand one more abashed face that screams “But you don’t look sick!” 

(Fois 15-16)  

This is a deliberate allusion to the paradox that arises when, by meeting an invisibly 

disabled person, we assume their body is “normal”, healthy, and we refuse to believe it 

is dysfunctional when we are told so. Because of cultural assumptions about physical 

abnormalities, Garland Thompson writes, “people whose disability is primarily 

functional but not visible often are accused of malingering or of disappointing 

expectations about their physical capabilities” (14). It is a stigma at reverse: by labeling 

them as “normal”, people deprive the ill of their right to be medically disabled, the right 

of being exempted from those tasks they cannot fulfill. 

Gabe often confronts this issue: 

When you have IBS and you can eat barely half the things other people 

eat, it gets hard to deal with people who want to cure you with food. Like 

when Grandma insists that I need to eat more veggies after I explained 

to her that it makes me sick. She can make me feel like a spoiled child 

on a whim, sometimes. (Fois 39) 

 To explain how deeply an invisible condition affects a person’s social relations, 

Garland Thompson compares it to homosexuality, with which it shares “the dilemma 

of whether or when to come out or to pass. One must always anticipate the risk of 

tainting a new relationship by announcing an invisible impairment or the equal hazard 

of surprising someone by revealing a previously undisclosed disability” (10). To evoke 

this aspect of invisible disability in my novel, I created a parallel with Gabe’s sexuality: 

they are both treated as simple human traits that emerge naturally as the story unravels, 

but while he will have no problem to state his sexual orientation when socializing with 
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his peers, it will be harder for him to “come out” as disabled. As he deals with this 

strain, Gabe will understand that it is not his duty to fit society, but it is society that 

should accommodate everyone’s needs.  

Founding my creative writing on Biklen and Bogdan’s theory of disability bias, I 

discovered that, if a character’s study is an important tool in any genre of fiction, it is 

even more so when writers approach disability. In order to ensure that the portrayal of 

my chronically ill character was not stained by stereotypes and biases, it was useful to 

draft an outline, not only describing his personality and features, but writing about past 

experiences and possible scenarios to test his behavior. This enabled me to visualize 

how much importance I was giving to the disability and to eventually limit it. The 

character could not be a mere embodiment of his disability: he needed to have his own 

life beyond the illness and live it fully with the means he was granted. Once I had a 

solid characterization, then, it became easier for the plot to simply narrate the hardships 

of a human being who happened to be ill. 

Gabe is the protagonist of the story, not a background character. He is never 

portrayed as pitiable nor pathetic. He’s an intelligent young man, observant, realistic, 

and articulate, and he has many passions—some stronger than others, like his love for 

languages and translation. His health condition might have made him phlegmatic, but 

he is learning to seize the good days, those that are free of pain and tiredness: “I live 

for these rare days when my body doesn’t fight against me” (Fois 4). He tries to keep 

himself occupied, unable to sit idly. Regardless of the slow routine, which can make 

him at times feel different from his peers, he has the same interests any boy or girl his 

age could have. Moreover, he has a beautiful family that supports him and exhorts him 

to pursue his own dreams.  

Like Yoon’s character, Gabe is sometimes limited by his illness which forces upon 

him a certain lifestyle and a certain diet. Because of his heart condition he was 

constricted to an extremely sedentary life for three years and he slowly lost contact with 

many of his old schoolmates, except his best friend. But he is a resourceful person who 

finds alternative ways to keep in touch with the world outside, and especially his peers.  

The best part about having internet friends is that I can be myself, truly 

myself without hiding that I am a clinical case, and not fearing to be left 

behind because of it. Corinne, Amal, Javier, Daichi, none of them cares 

that I can’t drink alcohol or coffee, that I can’t go to parties or do sports. 

They only care about who I am as a person, and that’s why I appreciate 

their friendship. (Fois 25) 
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Even after the surgery, he is required to avoid certain food and activities in a way that 

can decrease his chances of social interactions, but this does not stop him from being a 

teenager. 

This indicates how he is never completely isolated, but on the contrary, he 

surrounds himself with people that understand and love him. He is not his own worst 

enemy, but indeed his own best friend, because regardless of the bad days when he 

struggles to accept his human limits, Gabe finds his own path and sets his goals, 

determined to achieve them.  

At the end of the excerpt of Nothing Wrong with Snaisl, for instance, the reader 

sees him on his first day of school after three years of homeschooling, a situation that 

would have been uncomfortable regardless of the disability but that presents an 

additional difficulty for Gabe when the anxiety triggers some of the illness’ symptoms. 

However, because Gabe is aware of how his body and the illness work, he reacts 

promptly, taking his medications and finishing his school day as he was supposed to. 

Scenes like this aim to show the reader, on the one hand, how hard it can be to deal with 

a disability caused by a chronic illness despite its invisibility, and on the other, how 

having a “limit” does not prevent a person to live their life actively. 

In time Gabe will demonstrate to be perfectly capable of participating in a 

community—family, school, group of friends—and that he is not a burden, but an 

important asset. The friendship that will bloom between him and Abby, for example, 

will be based on mutual help and support, both on a practical level and on an emotional 

one. He will become an indispensable presence in Abby’s life as much as she will be 

an indispensable presence in his.  

This does not mean that he is a Supercrip. His disability did not heighten any other 

of his senses, nor has he developed superhuman abilities. Just as any ordinary human 

being, he is capable of something and limited in other things: he has a creative mind 

but a short attention span that makes it hard for him to study for long hours, he cooks 

but he is bad at sports, he is proficient in World Languages but struggles in the scientific 

subjects. 

On this note, it was of great help to study Brittain’s pitfalls of disability, with an 

attention to the dichotomy of morality and villainy. In YA fiction, in fact, it is easy to 

write characters that embody either an excess of morality or a lack thereof, because the 

main tendency is to use such narrative texts to teach adolescents and instill ideologies 

in them (Trites; Hill). The character with disability is often too positive, as in the case 
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of Yoon’s novel (where Maddy is the hero and the illness plays the part of the villain) 

or too negative (when the disability turns the character into the villain himself). 

Gabe was never going to be sinister nor evil, but admittedly, I initially found that 

his personality showed too few negative features. Brittain’s considerations made me 

reflect on the possible consequences of building a disabled protagonist that appeared 

flawless: the risk was that of creating an inauthentic portrait of a sixteen-year-old, who 

realistically needs to make mistakes in order to learn about himself and the others. I 

therefore focused on the study of my character to improve this aspect and add 

imperfections that associated with a teenager. He might be wise beyond his years, 

caring and kind, but he can also be whiny, insecure and self-deprecating. He is stubborn 

and opinionated—strongly so, oftentimes—and can be quick at commenting upon other 

people’s attitude: “I could turn around and drop a joke about the Mexican stereotype, 

but the girls don’t seem the kind to appreciate my humor” (Fois 67). 

Gabe is never once made object of violence, nor is he a victim of bullying. He is 

not laughable. He is funny and enjoys making people laugh, but he is never laughed at. 

He is not asexual. He talks about his attraction to guys, he remembers his coming out 

to his parents, and he will later acknowledge his love desires. At some point, Gabe will 

develop strong feelings for another character—feelings that will not be unrequited—

and even if the story will primarily focus on friendship, it will not exclude romance.  

What is important to me as a writer is to avoid sensationalism. The novel will not 

tell an unbelievable story of two star-crossed lovers whose happy ending depends on a 

miracle cure to a rare illness.12 And despite what the beginning of the novel might 

suggest, there is no connection between Gabe’s new heart and the accident that changes 

Abby and Tristan’s lives. Nothing Wrong with Snails is the story of three different 

teenagers that come together and form a bond that will help them cope with their own 

problems. 

The protagonist’s happy ending should not depend on achieving a romantic status 

and/or freedom from the illness. For this reason, the romantic feelings that should 

eventually bloom will not be a motive for Gabe to find a cure for his condition or to 

hate his illness, nor will the disability make him renounce a healthy relationship because 

he deems himself unfitted. 

                                                 
12 Differently from SCID, the pathology affecting Yoon’s character, Crohn’s disease is not considered a 

rare disease. Granted, the serious cardiopathy my character has developed is not among Crohn’s primary 

side effects, but it can present itself especially when the disease is not diagnosed in time. 
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The except of Nothing Wrong with Snails is only the beginning of a novel that still 

requires hard work, and this research is the sound foundation for building a chronically 

ill male character and a plot that, focusing on friendship and familial relationships as a 

means to grow and cope with chronic illness, may rightfully represent people living 

through similar experiences. 

 

Conclusions 

The theoretical research about the literary representation, through the analysis of 

past data, provided me with an idea of what disability bias is and how well-rooted it is 

in YA Literature. This enabled me to individuate, besides those pitfalls that for decades 

had been denounced by Disability Studies researchers, other—more recent—ways of 

misrepresentation of disability, such as the romanticisation of an illness and the miracle 

cure trope, that typically affect the type of disability I have pledge to enhance in my 

writing: chronic illness and invisible disability.  

But it was the close reading of a YA novel such as Yoon’s Everything, Everything 

that made me actually understand how all those biases weaken a writer’s creative work. 

With the theoretical knowledge I could search for them in the text and see the way they 

pervade the process of constructing a story and characterizing a disabled character. This 

was the necessary first step towards improving my own craft. To compare my own 

creative work to another writer’s, enabled me to notice the faults in the way I was 

developing my own story about invisible disability and shaping my own chronically ill 

character. Following such awareness, I could then mould my original naïve idea and 

accomplish the (beginning of) a YA novel with fewer biases. 

Other writers before me have tried this approach with a successful outcome. 

Susanne Gervay in her article “Butterflies: Youth Literature as a Powerful Tool in 

Understanding Disability” recounts how an in-depth study of disability bias and in loco 

interviews and investigations gave life to her novel Butterflies.  

I believe that examples such as Gervay’s project and mine demonstrate that it is 

possible to avoid the main disability biases and produce a depiction of it that results 

truthful and reliable, but that in order to do this, writers need to base their works on 

theoretical research in the field of disability studies. This is because to write about 
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disability means perpetrating a form of cultural appropriation:13 to research about 

disability is to immerse oneself into a culture and understand people’s needs, which is 

fundamental in a writer’s job. 

                                                 
13 As a matter of fact, since the seventies, people with disability have come together to advocate their 

needs that do not reflect the liberal individualistic “American Ideal” and have formed a community, 

giving life to a subculture. 
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