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Conference location

IT-Zentrum/International House (ITZ)
Raum ITZ 017

Innstrafe 43
94032 Passau

Direction

Prof. Dr. Susanne Hartwig
Universitat Passau
InnstralRe 25

94032 Passau

Web page

https://www.geku.uni-passau.de/en/romance-literatures-and-
cultures/research/project-details/research_project/dfg-tagung-
relatives-of-people-with-disabilities-interdisciplinary-perspectives

Design

Gabriel Garcia Fontalvo

Organizing team

Prof. Dr. Susanne Hartwig
Dr. Oliver Zimmermann

Sponsored by

Deutsche

UFG

Forschungsgemeinschaft
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Program

8.15
8.45-9.00
9.00-9.30

Thursday, 22 May 2025

Registration

Words of welcome

Susanne Hartwig (Passau)
Introduction: a new field of research?

1. Historical Views (Chair: Julio E. Checa Puerta)

9.30-10.00

10.00-10.30

10.30-11.00

11.00-11.30

Gabriele Lingelbach (Kiel)
Families with disabled children in East and West Germany before 1990 — a
historical comparison

Herbert Schwaab (Regensburg)
Home Laboratories. Family Networks of Domestic Autism Research in the
1970s and 1980s

Discussion

Coffee Break

2. Voicing Relatives (Chair: Christian von Tschilschke)

11.30-12.00

12.00-12.30

12.30-13.00

13.00

Julio E. Checa Puerta (Madrid)
Expanded disability: limits and visibility beyond care

Anna Ladilova (GieRen)

The visibility of relatives of people with down syndrome: A multimodal analysis
of Instagram posts from a social semiotic cross-cultural perspective

Discussion

Lunch (Akropolis restaurant)
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3. Fictional Narratives (I): Europe (Chair: Herbert Schwaab)

14.30-15.00 | Johannes Gorbert (Fribourg)
Double Challenges. Family Life with Disabled Adolescents in Contemporary
Coming-of-Age Novels

15.00-15.30 | Katarzyna Nowak-McNeice (Wroclaw)
Representations of family members in Autie-biography and neurotypical memoir:
between acceptance and autonomy

15.30-16.00 | Discussion

16.00-16.30 | Coffee break
4. Fictional Narratives (ll): Latin America (Chair: Anette Pankratz)

16.30-17.00 | Helena Houvenaghel (Utrecht)
From Hephaistos to Latin America: Cruelty and Revenge by Disabled Figures in
Myth and Modern Fiction

17.00-17.30 | Soledad Pereyra (Buenos Aires) [online]
Beyond Diagnosis: Argentinean Contemporary Novels and the Biographical
Disruption of Family Narratives in the Face of Disability

17.30-18.00 | Discussion

19.00 | Dinner at Goldenes Schiff
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Friday, 23 May 2025

5. Development challenges (chair: Helena Houvenaghel)

10.00-10.30

10.30-11.00

11.00-11.30

Michael Grimm (Passau)
Vision impairments as a development challenge

Discussion

Coffee break

6. Fictional narratives (lll): Latin America (chair: Ryan Prout)

11.30-12.00

12.00-12.30

12.30-13.00

Moénica Montes Betancourt (Bogota)

Parents, promoters and teachers of people with Down syndrome paving paths in
a corpus of Hispanic audiovisual production

Malena Pastoriza (Passau)

Out of Shape: Emotional Bonds and Caregiving in Los Despiertos by Matias
Fernandez Burzaco

Discussion

Lunch (PADU restaurant)

7. Filmic representations (chair: Johannes Gorbert)

14.30-15.00

15.00-15.30

15.30-16.00

Christian von Tschilschke (Miinster)
Co-disability in fictional films about autism

Anette Pankratz (Bochum)
Relationships with Disabilities in British Fiction, Film and Television

Ryan Prout (Cardiff)

Dependents and Independence: What changes do disabled people and relatives
of people with disability in Bulgaria want to see? A Report from the All is Not
Well: Bulgaria project
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16.00-16.30

16.30-17.00

17.00-17.30

17.30-18.00

19.00

Discussion

Coffee break with impressions from the Exposition “Wunschkind” (“Desired
Child”) of the photographer Klaus Heymach (Berlin) (PowerPoint presentation)

Erika Schuchardt, MdB, Hannover/Berlin

Only a challenge for the relatives? A hidden treasure! Schuchardt's model of
complementarity for crisis management

Final discussion

Dinner at Innsteg restaurant
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Participants (in alphabetical order)

Julio Enrique Checa Puerta
Universidad Carlos I, Madrid
Expanded disability: limits and visibility beyond care

Abstract: If we accept that the term disability refers to a culturally based concept, it is possible to
determine to what extent said concept transcends the limits of the person and expands and permeates
other subjects that are part of the environment of the person with a disability. From here, we propose to
review two types of circumstances: On the one hand, we intend to reflect on the images of people who
are not included within the strict catalog of images of disability, but surround it. On the other hand, it is
about seeing to what extent these people can be considered, or not, also people with disabilities.

Julio E. Checa Puerta. Doctoral degree in Hispanic Philology in the Complutense University of Madrid,
with a thesis entitled Los teatros de Gregorio Martinez Sierra (FUE, 1998). He was honored with Doctorate
Extraordinary Award in Philology. His research interests include the representation of diversity in Spanish
literature and performing arts, gender images in Spanish literature and performing arts from the 20th and
21st centuries, as well as History, Theory and Criticism of Spanish literature written by authors and from
the Spanish contemporary theatre. He is Professor of Spanish Literature at University Carlos IIl of Madrid,
where he has directed several theses on dramaturgy and contemporary theatre and where he teaches
the postgraduate course “Cultural Creation and Social Imaginaries” in the Master in Cultural Theory and
Criticism as well as the subject “Literary Trends in Contemporary Culture” in Dual Bachelor in Journalism
and Film, Television and Media Studies. Professor Checa is director of the research group ReDiArt-XXI
(UC3M). He has been visiting professor at University Justus Liebig Giessen, Germany), Wesleyan
University (USA), University of Toulouse (Toulouse Jean Jaurés, France), and Passau (Germany).
Together with Professor Susanne Hartwig (University of Passau, Germany), he co-directs the collection
Images of Disability on “Disability Studies in Hispanic World” (Peter Lang). Recent publications: “Materia
Medea (2019): creacion escénica, corporalidad y producciéon de nuevos sentidos” [‘Materia Medea
(2019): stage creation, corporeality and the production of new senses”], Mitos e identidades en las autoras
hispéanicas contemporaneas [Myths and Identities in Contemporary Hispanic Women Authors], Peter
Lang (2022); ed. with Alba Gomez Garcia, Diversidad funcional en clave de género: Imagenes y practicas
en las artes escénicas, el cine y la literatura [Gendered Functional Diversity: Images and Practices in the
Performing Arts, Film and Literature], Peter Lang (2022); “El flamenco inclusivo de José Galén: En mis
cabales (2012), Suerios reales de cuerpos posibles (2019) y Gozo y Llanto (2012)" [“The inclusive
flamenco of José Galan: En mis cabales (2012), Suerfios reales de cuerpos posibles (2019) and Gozo y
Llanto (2012)"], Cuerpos diversos: estéticas de diversidad corporal en Espafia y América Latina en los
siglos XX y XX [Diverse bodies: aesthetics of bodily diversity in Spain and Latin America in the 20th and
21st centuries], Tranvia/Walter Frey (2023).
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Johannes Gorbert
Université de Fribourg

Double Challenges. Family Life with Disabled Adolescents in Contemporary Coming-of-Age
Novels

Abstract: This paper explores the centrality of disability and the attitudes of family members and
caregivers in shaping the coming-of-age plots of two popular contemporary novels: Jonathan Evisons’s
The Revised Fundamentals of Caregiving (2012) and Rafaella Romagnolo’s Tutta questa vita (2013).
Both novels feature adolescent male characters navigating the complexities of daily life within the context
of disability, where the reactions and behaviours of their social environments play pivotal roles in plot
development and character growth. In The Revised Fundamentals of Caregiving, Ben, a recently trained
caregiver, looks after Trevor, a young man with muscular dystrophy, while grappling with the fallout of his
own fractured family dynamics. In Tutta questa vita, 16-year-old Paola tells the turbulent story of her
family, including the one of her younger brother Riccardo, who, despite motor and speech impairments,
is portrayed as a bright teenager similar to Trevor. In both novels, family tensions, societal expectations,
and personal identity crises intertwine to highlight the multifaceted nature of disability in everyday life.
This paper argues that the topic of disability in the texts functions not merely as a narrative backdrop, but
as a powerful catalyst that reshapes relationships, drives characters motivation, and reflects broader
societal attitudes within the framework of the coming-of-age genre.

Johannes Gorbert. Postdoctoral researcher at the Chair of Medical Humanities, University of Fribourg,
Switzerland, since 2021. Studies of German and English philology and modern history. MA at the
Friedrich-Schiller-Universitat Jena, Germany (2008). PhD (Dr. phil.) in Modern German Literature at the
Freie Universitat Berlin, Germany (2013). Co-initiator/member of the DFG network “Inclusive Philology.
Literary Disability Studies in the German-Speaking Countries” since 2023; co-editor of the book series
“Behinderung — Literatur — Kultur’, Rombach, since 2022 (both together with Klaus Birnstiel, University of
Greifswald, Germany). Research interests: disability studies, medical humanities, literature from the 18t
to the 21st centuries, intercultural and postcolonial literary studies, travel literature, poetry,
autobiographical writing. Recent publications: “Vom ‘Ungeziefer’ zum ‘Superhelden’. Kontinuitat und
Wandel literarischer Darstellungen von Behinderung — am Beispiel von Franz Kafkas Die Verwandlung
und ihrer literarischen Rezeption in der Disability Culture der Gegenwart bei Christoph Keller” [‘From
‘Vermin’ to ‘Superhero’. Continuity and Change in Literary Representations of Disability — Employing the
Example of Franz Kafka's The Metamorphosis and its Literary Reception in Contemporary Disability
Culture in the work of Christoph Keller”], KulturPoetik (2024); “Teilhaben, Aufritteln, Erzahlen. Manfred
Maschkes Briefeschreiben” [*Participating, Rousing, Telling. Manfred Maschke's Letter Writing”], ZDS
Journal of Disability Studies (2024); ed. with Klaus Birnstiel, Literary and Cultural Disability Studies. British
and Continental Perspectives, Rombach [forthcoming].
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Michael Grimm
Universitat Passau

Vision impairments as a development challenge

Abstract: Vision impairment is the most common disability worldwide. At least every third person in the
world suffers from refractive error. The two most frequent types are myopia (nearsightedness) and
presbyopia (age-related farsightedness). Both are expected to surge in the near future. Lifestyle changes
and population aging are the main drivers of this trend. Vision impairments are untreated in large parts of
the developing world. We assess the willingness-to-pay (WTP) for eyeglasses among adults in a
resource-poor rural setting. We elicit the WTP using the Becker-DeGroot-Marschak (BDM) method. We
combine this approach with a layaway scheme and a video intervention to probe to what extent liquidity
constraints and information influence the WTP. Our results show that the average WTP is close to the
cost of production for corrective glasses. Nevertheless, we find evidence for information constraints. Our
video intervention raises the WTP for corrective glasses by 16 percent. We do not find evidence of
screening effects, i.e. after six months, use is unrelated to the initial WTP. Based on our findings and
given the potentially high health, safety and productivity effects related to vision correction, we
recommend in such a setting subsidizing vision screening and the prescription of eyeglasses
accompanied by awareness and information campaigns.

Michael Grimm. Professor of Development Economics at the University of Passau. He is also affiliated
with IZA and the RWI Research Network and he is a Research Professor at the German Institute of
Economic Research (DIW) in Berlin. He holds an MA in Economics from Frankfurt University and an MA
in Population Economics and a PhD in Development Economics both from Sciences-Po Paris. He is a
founding member of the Rotterdam Global Health Initiative, a member of the Executive Board of the
European Development Research Network (EUDN) and was until recently the chairman of the Research
Group on Development Economics of the German Economic Association (VfS). His research covers,
among others, global health issues, such as the prevention, control and treatment of chronic diseases,
the economic implications of HIV/AIDS and interventions to address vision impairments. He was a
principal investigator in an EU Horizon 2020 project on non-communicable disease prevention in
Southeast Asia and has collaborated with the NGO “One Dollar Glasses”. Recent publications: with
Sidiki Soubeiga and Michael Weber, “Supporting small firms in a fragile context: Comparing matching and
cash grants in Burkina Faso, Forthcoming”, Journal of Development Economics (2024); with Manuela
Fritz, Giang Hoang Nguyen, Jaap Koot, Thi-Phuong-Lan Nguyen, Ari Probandari, Vitri Widyaningsih and
Robert Lensink, “Effectiveness of community-based diabetes and hypertension prevention and
management programs in Indonesia and Vietnam: a quasi-experimental study’, BMJ — Global Health
(2024); with Renate Hartwig, “All Eyes on the Price: An Assessment of the Willingness-to-Pay for
Eyeglasses in Rural Burkina Faso”, Health Economics (2022).

10
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Susanne Hartwig
Universitat Passau

Relatives of People with Disabilities: A new Field of Research?

Abstract: The category of ‘co-disability’ holds a promise of restructuring the research field of Disability
Studies by incorporating more complex concepts of ability and disability. The term ‘co-disability’ is used
to refer to individuals who are non-disabled but experience physical, psychological and sociological
consequences of disability due to their proximity to individuals with disabilities. The lecture starts with a
short reflection on the social position of relatives situated between people with and without disabilities.
Then it will present the risks and benefits of focusing research on relatives and provide examples of their
representation in movies. Finally, the central themes of this research field, as they relate to cultural
studies, are outlined.

Susanne Hartwig. Chair of Romance Literatures and Cultures, University of Passau, Germany, since
2006. Studies of French, Latin and lItalian philology. Teacher’s certification (Staatsexamen) at the
University of Mlnster, Germany (1995). PhD (Dr. phil.) in Romance Literatures at the University of
Munster, Germany. Postdoctoral lecture qualification (venia legendi/Habilitation) at the University of
GieRBen, Germany (Romance Literatures). Member of the Excellence data basis AcademiaNet/Profiles of
Leading Women Scientists (www.academia-net.de) since 2010. Co-editor (with Julio Checa) of the series
Images of disability/Literature, Scenic, Visual and Virtual Arts (since 2017). Director of a research network
on comic representations of disability (“Komik und Behinderung im Schnittpunkt von Kultur-, Medien-,
Sozial- und Bildungswissenschaften”, since 2024). Research interests: Disability Studies (cinema,
theatre, humor, game studies), Ethics and literature, 20th and 21st-century theatre in France and Spain,
The novel of the 20th/21st century (Latin America, France, Spain). Recent publications: ed.,
Contingencia y moral. El extranjero visto a través de la ficcion. [Contigency and moral. The foreigner seen
trough fiction], Vervuert/lberoamericana (2022); Erzéhlungen, Erwartungen,  Erfahrungen.
Schauspieler:innen mit “geistiger” Behinderung in européischen Theaterauffihrungen und Filmen.
[Narratives, expectations, experiences. Actors with learning disabilities in European theatre performances
and films], de Gruyter (2024); ed. with Soledad Pereyra, Representaciones comicas de la discapacidad
[Comic representations of disability], de Gruyter (2024).
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Eugenia Helena Houvenaghel
Universiteit Utrecht

From Hephaistos to Latin America: Cruelty and Revenge by Disabled Figures in Myth and Modern
Fiction

Abstract: This study delves into Latin American fictional representations of relationships between
disabled individuals and their relatives by first revisiting one of the earliest portrayals of disability in
classical mythology: the story of Hephaistos. Hephaistos, the only disabled Greek god—known as ‘the
God of the Crooked Foot'—can be considered the archetype of disability in Western fiction. Hephaistos’
relationships with his relatives are equally archetypal. Most notably, he is parented (and rejected) by Hera,
nurtured by Thetis, and married to Aphrodite. What stands out is that this archetypal disabled figure is not
portrayed as passive or pitiable, but rather as an active and powerful character. Hephaistos takes clever
revenge on both his mother and his wife, succeeds in returning to Mount Olympus, and even exploits his
disability to his advantage. He is depicted as powerful enough to take decisive action and compel his
relatives to follow his will. Building on this analysis of Hephaistos, the second part of the study examines
a set of contemporary Latin American novels that depict disabled individuals in relation to their relatives:
Sangre en el ojo (2012) by Chilean author Lina Meruane, El cojo y el loco (2010) by Peruvian author
Jaime Bayly and Malheridos (2003) by Mexican author Pedro Angel Palou. These novels challenge
contemporary notions of disabled individuals as passive or dependent by presenting characters who act
with cruelty and seek revenge, particularly towards their relatives. When viewed through the lens of the
Hephaistos archetype, a pattern emerges that traces back to antiquity.

E. Helena Houvenaghel. Chair of Spanish and Spanish American Literature at Utrecht University.
Houvenaghel focuses on two lines of research: (1) Myth Reception and (2) Exile and Migration. She
founded the interdisciplinary Fenix Network for Research on Women Exiles and Migrants in 2015 and
continues to serve as its coordinator. This network (https:/fenix.sites.uu.nl) brings an interdisciplinary
focus to the experiences of women facing displacement. In pursuit of this mission, Houvenaghel
coordinates the publication of several Fenix Network special issues in international journals each year.
Recent publications: “The Return to Ithaca: Artistic and Literary Representations of Returning from
Exile”, Cuadernos de Historia Contemporanea (2025); “Networks of European Women Intellectuals in
Latin American Exile”, Lectora. Journal of Women and Textuality (2025); “Inter Nos/Intra Nos: The spatial
Identity of European Women Exiles in Latin America (1933-1989)", Orillas. Rivista d’Ispanisitica (2025).

12
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Anna Ladilova
Justus-Liebig-Universitat Gielien

The visibility of relatives of people with down syndrome: A multimodal analysis of Instagram posts
from a social semiotic cross-cultural perspective

Abstract: This study contributes to the interdisciplinary exploration of the roles and representations of
relatives of people with disabilities by analyzing how family members of individuals with Down syndrome
in Germany and Spain engage with Instagram as a platform for visibility, storytelling, and care. In digital
environments shaped by aesthetic conventions and platform logics, relatives are not only caregivers but
also co-narrators and visual strategists—often appearing both in front of and behind the camera. Their
presence is central to how disability is framed, interpreted, and shared publicly.

Methodologically, the study draws on social semiotics and critical discourse analysis, enabling a
multimodal and culturally sensitive analysis of selected Instagram profiles. It examines how platform-
specific tools (Stories, Reels, Posts, Highlights), image-text combinations, and narrative structures are
employed to create affirming, aspirational, or ambivalent representations—and how these vary across the
German and Spanish cultural contexts.

In line with the conference’s focus on the experiences and agency of relatives, this research highlights
the emotional and representational labor involved in constructing digital disability narratives. It also
addresses the potential of social media platforms to foster more accurate and self-determined portrayals,
while interrogating the tensions between empowerment, care, and the demands of visibility. By focusing
on the mediating role of relatives, the study offers insights into how identity, support, and social belonging
are co-produced in contemporary visual cultures.

Anna Ladilova. Professor at the Department of Romance Studies at the Justus Liebig University in
Giessen, Germany. Her research focuses on language and cultural contact in the context of migration,
intercultural communication, diversity, multimodality, embodiment, and gesture studies. More specifically,
her work deals with (linguistic) integration strategies of migrants, the construction of collective identity, the
multimodal negotiation of social meaning in interaction and the emergence of neologisms from a cross-
cultural perspective. Recent publications: with Ulrike Schroder, Sineide Gongalves and Fernanda
Roque, “Perspectivas multimodais sobre a comunica¢édo com mascaras faciais em tempos de COVID-
19” [*Multimodal perspectives on communication with face masks in times of COVID-19"], RECIIS -
Revista Eletrénica de Comunicagdo, Informagdo & Inovagdo em Saude (2024); Multimodale
Interaktionsanalyse. Konzeptualisierung von Integration bei Brasilianer:innen in Deutschland [Multimodal
interaction analysis. Conceptualisation of integration among Brazilians in Germany], de Gruyter (2023);
“Methodological aspects of the analysis of co-speech gesture in intercultural interactions”, Multimodal
Communication in Intercultural Interaction, Routledge (2023).

13
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Gabriele Lingelbach

Christian-Albrechts-Universitat zu Kiel

Families with disabled children in East and West Germany before 1990 - a historical comparison

Abstract: The lecture compares the everyday lives of families with disabled children in West and East
Germany. Particular attention is paid to the division of care work between the parents. It will be shown
which phases and caesuras can be identified regarding everyday care work in both German states. It is
emphasized that the main difference was that the placement of disabled children in external homes and
all-day institutions remained more common in the GDR, while the locus of care in West Germany clearly
remained the traditional nuclear family, with corresponding consequences for the mothers entrusted with
the care work. The lecture will present several hypotheses to explain this difference.

Gabriele Lingelbach. Professor of Modern and Contemporary History, Kiel University, since 2013.
Studies of History, German Literature and Economics in Berlin and Paris. Master’s degree at the Freie
Universitat Berlin (1995). PhD (Dr. phil.) in History at the Free University of Berlin in 2000. Postdoctoral
lecture qualification (venia legendi/Habilitation) at the University of Trier in Modern and Contemporary
History, 2007. Junior and Senior fellowships at Harvard University, the Alfried Krupp Wissenschaftskolleg
Greifswald and the Institut fir Zeitgeschichte beim Historischen Kolleg Minchen. Research interests:
disability history and German global history. Co-editor of the book series ‘Disability History’ (Campus
Verlag). Recent publications: with Christina von Hodenberg and Raphael Réssel, “Introduction:
Disability and Family Care in Modern European History”, Journal of Modern European History (2024); with
Cornelius Borck, “Psychatrie und Behindertenhilfe in der Nachkriegszeit: Beobachtungen zum Verhéltnis
von Medizingeschichte, Disability History und Zeitgeschichte” [‘Psychiatry and Disability Care in the Post-
War Era: Observations on the Relationship between Medical History, Disability History and Contemporary
History”], Zwischen Beharrung, Kritik und Reform. Psychiatrische Anstalten und Heime fiir Menschen mit
Behinderung in der deutschen Nachkriegsgeschichte [Between persistence, criticism and reform.
Psychiatric institutions and homes for people with disabilities in German post-war history], Campus
(2023); “Die Entwicklung der bundesrepublikanischen Gesundheitsfirsorge fiir Menschen mit
Behinderungen in intersektionaler Perspektive” [“The development of health care for people with
disabilities in the Federal Republic of Germany from an intersectional perspective®], Medizin, Gesellschaft
und Geschichte (2020).

“wo
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Ménica Patricia Montes Betancourt
Universidad de La Sabana, Bogota

Parents, promoters and teachers of people with Down syndrome paving paths in a corpus of
hispanic audiovisual production

Abstract: The Assim Vivemos Festival, in Brazil, hosts documentaries, short films and movies about
people with multiple disabilities, their relationship with their environment and the role of parents and
caregivers in finding alternatives to foster the development of their potential. | have selected a corpus of
Luso- and Hispanophone productions that allow us to explore these themes around people with Down
syndrome’ and the paths and travel alternatives that their parents, promoters and teachers have revealed
to them. Significant titles in this corpus include: Do luto a luta [From grief to fight] (Brazil, Evaldo Mocarzel,
2005), ¢ Qué tienes bajo el sombrero? [What do you have under the hut?] (Spain, Lola Barrera and llfiaki
Penafiel, 2006), Corpo vivo [Living body] (Brazil, Clever Veloso, 2007) and Mundo Alas [World Wings]
(Argentina, Ledn Gieco, Sebastian Schindel and Fernando Molinar, 2023).

Ménica Montes Betancourt. PhD in Hispanic Philology from the University of Navarra, Master in Literary
Theory and Hispanic Literature from the same university, Master in Latin American Literature from the
Pontificia Universidad Javeriana, Journalist from the University of La Sabana with a degree approved by
the Ministry of Education of Spain. | have been a fellow of both the Association of Friends of the University
of Navarra for predoctoral studies and the Government of Navarra for doctoral studies. | am a professor
and researcher at the Faculty of Philosophy and Human Sciences of the University of La Sabana, and |
direct the Department of Linguistics, Literature and Philology and the Master’s Degree in Pan-Hispanic
Linguistics. My research focuses on the relationships between language, literature and the construction
of identity in Latin America, the relationships between space and literature, writings about grief and the
role of women in literature. | wrote my doctoral thesis on the work of the Argentinean Leopoldo Marechal.
| am a peer reviewer for Minciencias. Recent publications: ed. with Xavier Frias Conde, Diego Munoz
Carrobles and Ana Estrella, Formas de tratamiento en Iberorromanico [Ibero-Romanesque forms of
treatment], IANUA (2023); with Maria-Esther Martinez-Figueira, Jaime Borda-Valderrama and Janeth
Falla-Ortiz, “ICT in the development of phonological awareness A critical literature review”, Digital
Education Review (2023); “La historia ‘loca’: una interpretacién de Noticias del imperio, desde Michel
Foucault” [“The ‘crazy’ history: an interpretation of News of the Empire from Michel Foucault”], Revista
Neuronum (2024).
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Katarzyna Nowak-McNeice
Uniwersytet Wroctawski, Polen

Representations of family members in Autie-biography and neurotypical memoir: between
acceptance and autonomy

Abstract: Recent years have witnessed a proliferation of autism life-writing (which Leni van
Goidsenhoven terms “Autie-biography”), responding to readers’ interest in autism self-representation and
generating yet more interest. What these texts also portray is the family members of people on the
spectrum, often presented with frankness, irony and affection that autism supposedly abhors. Two such
examples are John Elder Robison’s Look Me In the Eye (2007) and Be Different (2011), in which the
author discusses his diagnosis of Asperger’s at the age of 40, and depicts the complex family dynamic
when he was growing up (when such a diagnosis was unavailable) and later as an adult. Brought to the
fore is his relationship with his brother, also a successful memoirist, Augusten Burroughs, author of
Running with Scissors (2002) and Magical Thinking (2004). In my presentation | analyze the strategies of
representation in the four texts mentioned, focusing on the representation of family members of a self-
described Aspergian. By comparing and contrasting the portrayal of the family in the Autie-biographical
texts and the ones written by a neurotypical member of the family, | would like to see what their rhetorical
strategies and textual choices reveal about the assumptions of readers both on and off the spectrum and
how the texts respond to them. Ultimately, these choices allow a glimpse into what neurotypical and
neurodiverse readers and authors consider a family, one of the cornerstones of our humanity.

Katarzyna Nowak-McNeice. Associate Professor at the Department of English Studies of the University
of Wroclaw, Poland. Graduate of English philology. PhD in English at the University of Wroclaw, Poland.
Postdoctoral lecture qualification (Habilitation) at the University of Wroclaw, Poland. Research stays at
UCLA (Fulbright Scholar), Loyola Marymount (Kosciuszko Foundation), Universidad Carlos Il de Madrid
(Conex-Marie Curie Actions Postdoctoral Fellowship), King’s College London, Free University Berlin.
Research interests: Disability Studies, Critical Posthumanities, global literatures in English. Recent
publications: ed. with Ewa Kebtowska-Lawniczak, Dominika Ferens and Marcin Tereszewski, Literary
and Cultural Perspectives of the Hinterlands, Routledge (2023); ed. with Alejandra Maria Aventin Fontana,
Representations and Images of Frontiers and Borders: On the Edge, Cambridge Scholars Publishing
(2023); “The Misanthropocene in California: Susan Straight's Blacker Than a Thousand Midnights and
Joan Didion’s The Last Thing He Wanted”, Critique: Studies in Contemporary Fiction (2023).
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Anette Pankratz
Ruhr-Universitat Bochum

Relationships with Disabilities in British Fiction, Film and Television

Abstract: The paper will have a closer look at fictional representations of mostly failing or at least fractured
relationships between disabled and non-disabled characters. Films like My Left Foot heroise the mother
figure as important agent for protagonist Christie’s Quest to self-hood. One rarely finds examples of non-
caring and less than heroic partners and parent figures and their dealing with disabilities. One example is
Nighty Night, a sitcom written by and starring Julia Davis. In it, protagonist Jill not only pretends that her
husband has died from cancer (when he has not), but she also impinges on the life of her neighbours and
thus creates a crisis in the relationship between disabled Cathy Cole and her husband Don. Which (comic)
effects does this constellation create? And which representations of disability are offered?

Anette Pankratz. Professor of British Cultural Studies at the Ruhr-University Bochum since 2006. She
studied English and American Literature and History at the Universities of Regensburg and Reading. PhD
on Restoration comedies at the TU Dresden. Habilitation at the University of Passau with a thesis on the
representation of death and dying in contemporary British drama. Research and teaching at Williams
College, Williamstown, and the Universities of Bangor, Western Michigan University, Kalamazoo, Passau
and Siegen. Research on comedy and humour, contemporary British drama and James Bond. Member
of the research network “Disability, Comedy and Humour”. Recent publications: “Komische Irritationen
mit Behinderung in Sitcoms von und mit Ricky Gervais” [‘Comic irritations with disability in sitcoms by and
with Ricky Gervais’], Lachgemeinschaften? Komik und Behinderung im Schnittounkt von Asthetik und
Soziologie [Communities of laughter? Comedy and disability at the intersection of aesthetics and
sociology], Peter Lang (2022); “Cringe as New Structure of Feeling? An Analysis from A to B”, Caring for
Cultural Studies, V&R unipress (2022).
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Malena Pastoriza
Universidad Nacional de Rio Negro

Out of Shape: Emotional Bonds and Caregiving in Los Despiertos by Matias Fernandez Burzaco

Abstract: Los despiertos, the second book by the Argentine writer, journalist and rapper Matias
Fernandez Burzaco, explores the life stories of his caregivers, who are called “the awakened”. The book
gives them a voice and adopts their point of view: various nurses, as well as his mother, his brothers and
his close friends, become characters who tell dark, helpless and also funny anecdotes. Fernandez
Burzaco delves into their lives and choices, contrasting two moments, a time “before” and an actual “now”,
linked to their start as Matias’ caregivers, but also to the COVID pandemic. In this presentation, | will
analyse the interactions between Matias and his caregivers from the perspective of Critical Disability
Studies, focusing on the following key topics: the tension between intimacy and distance; the ambivalence
of power and vulnerability; and the image of the experience of disability constructed by the multiplicity of
voices that the book brings together.

Malena Pastoriza. Teacher and PhD in Literature (National University of La Plata, Argentina). Doctoral
thesis on the problem of unreadability in the works of Juan José Saer and Lednidas Lamborghini.
Researcher at the “Text, Image and Society” Laboratory at the National University of Rio Negro
(Argentina), where she leads the research line “Literary Theory and Aesthetics”. Postdoctoral Fellow of
the Alexander von Humboldt Foundation with a research project on humour and disability in recent
Argentinean autobiographical literature at the University of Passau. Research interests: Literary Theory,
Argentinean and Latin American Literature, Disability Studies, Posthuman Turn, Literature Politics.
Recent publications: “Disputas en torno de la alegoria en la literatura de Juan José Saer’
[“Controversies over allegory in the literature of Juan José Saer”], Badebec (2023); “Figuraciones de lo
animal en la obra de Juan José Saer” [*Animal Representations in the Work of Juan José Saer”], Cuarenta
naipes (2023); “La risa canalla: ironia y grotesco en la obra de Lednidas Lamborghini” [“La risa canalla:
irony and grotesque in the work of Lednidas Lamborghini”], Representaciones comicas de la discapacidad
[Comic representations of disability], de Gruyter (2024).
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Soledad Pereyra

Universitat Passau/Universidad Nacional de La Plata

Beyond Diagnosis: Argentinean Contemporary Novels and the Biographical Disruption of Family
Narratives in the Face of Disability

Abstract: Amongst studies on illness narratives, the work of the English sociologist Michael Bury (1982)
explores biographical disruption as a pivotal moment in the experience of diagnosing chronic illness.
Bury’s insights delve into how a potentially terminal iliness disrupts an individual’s social and cultural
experience, posing a threat to their self-identity. However, when such a diagnosis is coupled with a
prognosis of disability, the subsequent forms of disruption in the lives of families and caregivers warrant
examination. This paper delves into how the alteration of identity or biographical disruption is recounted
among relatives, shifting from temporary caregivers of a condition, which is in some cases contingent, to
lifelong therapeutic companions of individuals with disabilities. It scrutinises the transformations in the
original relationships as a person transitions into disability. Drawing on two contemporary Argentinean
novels enriched with autobiographical elements, namely Elena Sabe (2007) by Claudia Pifieiro and
Desarticulaciones (2010) by Sylvia Molloy, where narratives of severe chronic progressive illnesses—
Parkinson’s in the former and Alzheimer’s in the latter—are articulated, we employ a narratological lens
to analyse the construction of the biographical disruption as outlined by Bury. Our focus extends beyond
positive adaptive actions to encompass the failures and challenges confronted by family members and
caregivers. The perspectives and narratives of these individuals are incorporated into the novels,
illustrating how they navigate the reconstruction of their bonds when faced with a prognosis involving the
cognitive disability of their loved ones. Finally, building upon Bury’s (2001) conceptual framework, this
paper demonstrates how the novels transform their narrative of iliness when confronted with disability.

Soledad Pereyra. Associate Professor at the Faculty of Humanities at the National University of La Plata
(UNLP, Argentina). She studied Hispanic and Comparative Literature at UNLP and earned her doctorate
in contemporary Argentine literature at the University of Freiburg (Germany). Currently, she is writing her
Habilitation book, provisionally titled E/ capacitismo en disputa: un recorrido critico por el teatro mixed-
abled en Espafia [Ableism in Dispute: A Critical Overview of Mixed-Abled Theater in Spain]. She has an
extensive research and teaching record in La Plata, Freiburg, Berlin, Wuppertal, Bern, Seville, and
Passau. From 2020 to 2023, she was a research associate at the Chair of Romance Literatures and
Cultures at the University of Passau. There, she worked as a postdoctoral researcher on the project
“Narrative, Expectation, Experience: Disability in Contemporary European Theater and Film” funded by
the German Research Foundation (DFG) and directed by Prof. Dr. Susanne Hartwig. Her main research
interests include Comparative Literary Studies between Europe and Latin America, Theater and Disability,
Narrative and Disability, lllness Narratives, Postmigrant Theater, and Transnational Literature. Recent
publications: “Ich trage mein Kleid und trage mein Loch: cuestiones de género en el Teatro Thikwa” [l
wear my dress and wear my hole: Gender issues at the Thikwa Theatre”], Diversidad funcional en clave
de género. Imagenes y practicas en las artes escénicas, el cine y la literatura [Functional diversity in the
key of gender. Images and practices in the performing arts, film and literature]. Peter Lang (2022); with
Maria Paula Salerno: “Ficciones de la discapacidad cognitiva en la novela hispanica contemporanea:
entre el estigma y la desestabilizacion del canon” [“Fictions of cognitive disability in the contemporary
Hispanic novel: between stigma and the destabilisation of the canon”], Kamchatka. Revista de anélisis
cultural (2023); ed. with Susanne Hartwig, Representaciones comicas de la discapacidad [Comic
representations of disability], de Gruyter (2024).
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Ryan Prout
Cardiff University

Dependents and Independence: What changes do disabled people and relatives of people with
disability in Bulgaria want to see? A Report from the All is Not Well: Bulgaria project.

Abstract: In the 2020s relatives of people with disabilities, and people with disabilities themselves, have
become a vocal protest group in Bulgaria, one which is testing the ability of the post-communist political
structures to heed and respond to the civil society that has emerged since 1990. The limited visibility of
people with disability in Bulgaria in everyday life, however, speaks to the enduring legacy of communism’s
institutionalization of functionally diverse people. Like disabled people themselves, family members and
relatives are caught up in the struggle to shift from a medical to a social model of disability. How family
members of people with disabilities understand their roles—as care giver, as advocate, or as source of
support—is also entangled with the legacy of institutionalization. The presentation will refer to work carried
out as part of the AHRC funded All is not Well: Bulgaria project and to the content of interviews with
disabled people and their family members in Sofia and Varna. We asked interviewees what needs to
change in order for people with disabilities to live more independently, and for their relatives and family
members to become more than the proxies for a discontinued nanny state and/or a post-communist
replica of claustrophobic structures and environments. How is the shift to a social model of disability
complexified by the legacy of communism, and how does this affect those who are disability adjacent?
The presentation also includes reference to an exhibition of newly created graphic art based on the
content of the interviews, and to the work of NGOs such as the Bulgarian Center for Independent Living
and the Phoenix Theatre company.

Ryan Prout. Reader in Spanish, Cardiff University since 2018. PhD in Spanish philology at the University
of Cambridge. Postdoctoral fellowship at the University of Oxford. Member of RediArtXXI Research
Collective based at UC3M (Madrid). Co-creator with Jonathan Clode of the All is not Well graphic art
project on social care, homelessness, and disability supported by ARHC, ESRC and Innovation for Al
(Higher Education Funding Council for Wales). Collaboration with Sofia University St. Kliment Ohridski on
All is Not Well: Bulgaria Edition. Research interests: contemporary literature and visual cultures from
Spain and the Spanish speaking Americas; LGBT Studies; Disability Studies; Ethology; Graphic novels
and documentary. Recent publications: ed. with Rafael Garcia Pérez and David Navarro Juan, Normas
y diferencias: La diversidad funconal y las artes escénicas, la literatura y el cine [Norms and Differences:
Functional diversity and the performing arts, literature and film], de Gruyter (2024); “No Laughing Matter?
Comedy Soft Spots, Hard Kernels and the Epistemology of Disability in The Red Chapel”,
Representaciones comicas de la discapacidad [Comic representations of disability], de Gruyter (2024);
“Vengo deshecho del duro bregar’: dudas, discapacidad y deterioro en Monsignor Quixote” [l come
undone from the hard struggle’: doubts, disability and deterioration in Monsignor Quixote”], Imagenes de
la vejez. Diversidad funcional y envejecimiento en las artes escénicas espariolas [Images of old age.
Functional Diversity and Ageing in Spanish Performing Arts], de Gruyter (2024).

20



Relatives of People with Disabilities.

Erika Schuchardt

Universitat Regensburg

Only a challenge for the relatives? A hidden treasure! Schuchardt’s model of complementarity for
crisis management

Prof. Dr. emer. Erika Schuchardt studied educational science, sociology, philosophy and psychology
from 1962 to 1965, graduated with a teaching degree, started teaching in 1965 and passed her second
teaching examination in 1966 with honors. In 1967, she became head of studies for teacher candidates
in Lower Saxony, and in 1970 she became head of department at the adult education center in Hanover,
where she pioneered the first integration model in further education at the Hanover Trade Fair under the
titte Messe-Begegnungs-Briicke: 20 Inter-Aktions-Bausteine (Trade fair meeting bridge: 20 inter-action
modules). These included a trade fair workshop for children (known as Kinderland) and the use of people
with intellectual disabilities as their competent teachers, a trade fair writing service for the blind for
everyone, a telephone for the deaf and blind, a roll-in through the exhibition halls as an experience
experiment and finally a trade fair dialogue coffee, which served to successfully break down social
‘barriers’. From 1970 to 1972, she completed a part-time diploma program in adult education with
distinction, obtained her doctorate in 1979 with a thesis entitled Social integration of so-called “disabled
people” through further education, habilitated in 1982 and was appointed Professor of Educational
Research and Adult Education at Leibniz Universitat Hannover in 1984. She is the author of numerous
books and film documentaries as well as the initiator and director of several federal model projects, and
she was subsequently called to Berlin, Hamburg, Stockholm, Uppsala, Vienna, Tokyo, Seoul, Taiwan,
Beijing, Budapest, CIS states and many other places as a visiting professor.

Schuchardt began her socio-political career as early as 1955 as district youth delegate of the Protestant
Church of Hamburg. Between 1972 and 1990, she was an elected member of the Synod of the Evangelical
Church of Germany (EKD) for 18 years over three possible legislative periods and was the only woman
on the budget committee there, which was an exclusively male domain at the time, as well as a member
of committees of the World Council of Churches (WCC Geneva), including the Executive Board of the
Ecumenical Institute Bossey and the Lutheran World Federation (LWF). She is also a member of the
Executive Board of the Ecumenical Institute Bossey and the Lutheran World Federation (LWF), as well
as a board member of the Comenius Institute Minster/Berlin. From 1989 to 1996, she was elected Vice
President of the German Commission for UNESCO. Together with Wiadystaw Bartoszewski, Polish
Foreign Minister and Ambassador, she initiated the first German-Polish Youth Camps, represented the
implementation of the Gender Equality Policy in UNESCO at the UNESCO General Conference in Paris,
and revealed and documented in words and pictures.

From 1994 to 2002, Schuchardt became a member of the German Bundestag (MdB) for two legislative
periods at the request of the CDU and was involved in the committees for Education, Science, Research,
Technology and Human Rights and Humanitarian Aid, as well as the Foreign Affairs Committee and the
Culture and Media subcommittee, not least the United Nations committee and the German Bundestag’s
Enquéte Commission on Law and Ethics in Modern Medicine. Since 1994, she has continuously
organized the Integration Summit, the so-called Schuchardt Culture Parade, every year in parliament,
with 500 citizens of her Braunschweig constituency who are already affected by crises together with 500
citizens who are not yet affected, in order to break down head ‘barriers’.
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Herbert Schwaab

Universitat Regensburg

Home Laboratories. Family Networks of Domestic Autism Research in the 1970s and 1980s

Abstract: Since autism is a very complex condition with a large spectrum of phenomena and symptoms,
it is very susceptible to being constructed in various ways depending on which discourse and cultures of
autisms are dominant at the moment. This paper will turn to the 1970s and 1980s as an early period of
autism, in which knowledge about autism was scarce and which was dominated by the discourses of
cybernetics, neuro-science and psycho-analysis. With hardly any medical or psychological expertise
available in diagnosing and treating autism, often faced with extreme autistic behavior in young children,
it was often parents who tried to gather and distribute knowledge about autism. This paper will offer a
study of the mediatization of the home of the parents and siblings of autistic children, transforming it into
a ‘home laboratory’ as a site of exploration and experimentation. It will not only show which media
practices such as photographing and observation, taking notes, categorizing behavior and bodily and
facial expressions, (self-)publishing books and documents etc. are used in the home laboratory, but it will
also show how this approach blurs boundaries between intimacy and distance, providing parents and
siblings with a ‘scholarly’ distance which functions as a shelter to deal with the demanding condition, and
to find an alternative form of relation or bonding with their children. Based on a collection of self-help
literature, books, brochures, written notes, novels, medical or psycho-analytic studies written by
established or amateur scholars, and works of special needs education, all assembled by a mother of an
autistic child in the 1970s and 1980s, this presentation will take a closer look on how everyday life is
exposed to a perspective of knowledge production, how intimate gestures, actions and the autist himself
are subjected to acts of exploration and how this affects the families of people in the spectrum.

Herbert Schwaab. PhD in media studies at the University of Bochum (2006) and teaches as a lecturer in
media studies at the University of Regensburg (since 2009). His main field of studies are sitcom, bicycle
and media, anime, seriality, film philosophy, television studies and representation and aesthetics of
autism. He co-curates art shows with the work of autists as a member of akku e.V., the German
association of autism, art and culture. Recent publications: “There’s something about disability.
Behinderung und Affekt in den Gross-out Comedies der Farrelly Brider” [“There’s something about
disability. Disability and affect in the gross-out comedies of the Farrelly brothers”], Lachgemeinschaften.
Komik und Behinderung im Schnittounkt von Asthetik und Soziologie [Communities of laughter. Comedy
and disability at the intersection of aesthetics and sociology], Peter Lang (2022); ed. with Julia Bee, Ulrike
Bergermann, Linda Keck, Sarah Sander, Markus Stauff and Franzi Wagner, Fahrradutopien. Medien,
Asthetiken und Aktivismus [Bicycle utopias. Media, aesthetics and activism], Meson Press (2022); ed.
with Denis Newiak and Dominik Maeder, Television Studies and Research on Series. Theory, History and
Present of (post-)televisual Seriality, Springer (2024).
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Christian von Tschilschke
Universitat Miinster

Co-disability in fictional films about autism

Abstract: While feature films about all types of disability have become increasingly numerous in recent
years and have also long since attracted the interest of literary, film and media studies, the phenomenon
of co-disability respectively the role of relatives of people with disabilities has, of course, not gone
completely unmentioned — how could this have been otherwise — however, as far as | know, it has never
been the subject of a special focus. The question of how the role of relatives is portrayed and evaluated
in films about people with disabilities arises not only from the perspective of Disability Studies, but also
from a perspective that is more oriented towards film dramaturgy and film aesthetics. How does the
phenomenon of co-disability present itself from these two perspectives, to what extent do they
complement or contradict each other? As the diversity of disabilities means that general statements can
only be made to a very limited extent, the representation of co-disability in feature films will be analysed
in my presentation primarily using the example of films about autism, which have become the focus of a
mass audience at the latest since Rain Man (USA 1988) by Barry Levinson and have enjoyed great
success in some cases up to the current German production Wochenendrebellen (Weekend Rebels,
2023) by Marc Rothemund. The films on which the analysis is based should be selected in such a way
that statements about historical developments are just as possible as insights into any culture-specific
particularities.

Christian von Tschilschke. Chair of Romance Literature, University of Minster, Germany, since 2019.
Previously Chair of Romance Literature and Gender Studies, University of Siegen, Germany, from 2007
to 2019. Studies of Romanistics, Slavistics and Philosophy at the Universities of Heidelberg, Germany,
and Lyon, France. Master’s degree from the University of Heidelberg, Germany (1994). PhD (Dr. phil.) at
the University of Heidelberg, Germany (1999). Germaine de Stael Prize of the Francoromanist's
Association for the doctoral thesis. Postdoctoral lecture qualification (venia legendilHabilitation) at the
University of Regensburg, Germany (Romance Philology). Co-editor of the journal Iberoamericana, since
2012. Research interests: the relationship between literature and media (film/television), theory and
practices of intermediality, documentarism and docufiction, French, Spanish and Latin-American cinema,
Spanish literature and culture of the eighteenth century, French and Spanish contemporary literature,
Spanish discourse about Africa. Recent publications: ed. with Marijana Ersti¢ and Gregor Schuhen,
“Madame Bovary, c’est nous!” Lektiiren eines Jahrhundertromans [‘Madame Bovary, c’est nous!” New
Readings of a Canonical Novel], Transcript (2021); ed. with Ralf Junkerjirgen and Christian Wehr,
Klassiker des franzésischen Kinos in Einzeldarstellungen [Classics of French Cinema. A Collection of
Essays], Schmidt (2021); ed. with Beatrice Schuchardt, Protagonists of Production in Preindustrial
European Literature (1700-1800). Male and Female Entrepreneurs, Craftspeople, and Workers, Lang
(2022).
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