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Clayton Jarrard: Welcome to New Books Network. My name is Clayton Jarrard, and my pronouns are he/him. Today I am here with Dr. Leon J. Hilton, author of Counter-Cartographies: Neurodivergence and the Errancies of Performance.

Bringing a much-needed humanistic perspective to the study of autism and other forms of neurodivergence, Counter-Cartographies offers a bold reimagining of neurological difference, moving beyond rigid diagnostic frameworks to uncover more expansive, generative modes of existence. Engaging the work of Fernand Deligny to trace how modern taxonomies of neurodivergence have hardened over time, Leon J. Hilton questions how these categories might instead serve as tools for remapping the world with neurodivergence at its center. At the heart of Counter-Cartographies is an exploration of performance and performativity that reveals how the norm of neurotypical reality is continually reinforced through acts of doing, redoing, and undoing.

So thank you so much for being here with me today, Dr. Hilton. I really appreciated reading the book and all the insights that you share throughout. But to start off our conversation, would you mind introducing yourself to the listeners?

Leon Hilton: Sure. My name is Leon Hilton. I use he/him pronouns, and I teach in the Department of Theater, Arts and Performance Studies at Brown University in Providence, Rhode Island.

CJ: Awesome. Yeah. Thank you for joining me and for being willing to participate in this conversation. Like I said, I found the book to be so interesting and generative to think about the insights and ideas that you bring forward. So just to start off the conversation and get us grounded in the book, would you mind telling us a little bit about how this book came about for you?

LH: Yes, absolutely. And thanks so much for having me. It's great to talk to you. So this book has so many different origins, both kind of personal and intellectual and even in some ways historical. I think it reflects the time in which it was written very much, as does every book, but mine in particular. Sort of reflecting on how the various kind of components of the book came together, and I think a key moment in the genesis of how this book came to be was when I was living in New York about over a decade ago, around 2013. I was in graduate school. I was studying performance studies, but also really investigating the field of disability studies. And as I was—as I was doing my my graduate coursework and living in New York, there was an incident that happened that kind of captured the attention of the city for several months. A 14 year old student enrolled in the New York City public school system named Avonte Oquendo went missing from his school. And there was a sort of city-wide search for him, largely conducted in the subway system because ostensibly he was really interested and kind of drawn to trains and subways.

Oquendo was described during the course of the search process as autistic and “non-verbal,” and it really consumed the city for many weeks, and it was a really tragic event in the city, but also became this kind of unifying incident that really brought a lot of people together to search for this boy. And as I was kind of living through this search and witnessing it, it occurred to me to think through all the ways that the various systems that were supposed to be in place to protect and care for Avonte Oquendo had really failed him. And all of the, you know, the the kind of supports that ostensibly are in place to, you know, look after the kind of possibility to live and flourish for autistic people really had kind of fallen by the wayside and had kind of fallen apart. 

And while this this search was happening over several months, I also was beginning to explore the work of Fernand Deligny, this thinker and writer and kind of filmmaker who you mentioned in your intro, who kind of modeled a different way of thinking about and living alongside people who are kind of described as living outside of or alongside speech in a different way, and verbality in a different way. And the kind of model of care, but also the insistence of not kind of pathologizing autism or other and other forms of kind of communicational disabilities that Deligny modeled, it seemed to me offered a really important kind of counter-narrative to the dominant ways that Oquendo was being described in the media and the way that the search was proceeding. And it seemed to me that the way that these kind of two figures of Avonte Oquendo, on the one hand, and Fernand Deligny this, you know, kind of unorthodox thinker from a kind of certain philosophical and political and kind of anti-psychiatric tradition—you know, thinking about these two figures alongside each other really formed the germ that—the seed that would become the book itself, and in particular the different approaches to thinking about space and also representing space, in particular. How autistic people or neurodivergent people move through or navigate space is a real kind of question that's foregrounded in the work of Deligny. And it also was very much, I think, um, brought to the fore by the Oquendo case because of the, um, the way in which the entire kind of New York City subway system became, you know—it needed to be mapped in order to look for him, and the map of the subway and the kinds of alternative, or kind of what I call counter-cartographies, that Deligny was describing seemed to me to be a very important and fruitful site maybe that I could make an intervention into. So that was a real kind of, I think, key moment in the emergence of what this book became.

CJ: Yeah, thank you for that background. It's so interesting to think of these like real life cases that you mentioned and then also thinking about, you know, language and spatialization and how that kind of tracks on to these counter-cartographies that you elucidate throughout the book, which is so interesting. Just to provide like a foundation for our conversation, I want to call attention to the key concepts in your subtitle as kind of like coordinates for where we're going. The subtitle is “neurodivergence and the errancies of performance.” So can you share about how you're thinking about neurodivergence from a disability and mad studies perspective, which you kind of teased a bit in your previous answer, and then also what this brings to bear on performance studies and discussions of performance as in “how social reality is actively produced and reproduced through an accumulation of doings, re-doings, and undoing.” Which is such a generative starting point.

LH: Yeah, absolutely. So I should say, you know, the whole concept and idea of neurodivergence and neurodiversity is a relatively new-ish one in the sense that it's really a discourse that emerges in the late 1990s actually, largely online and kind of Internet forums amongst people who either are diagnosed with autism or self—kind of self-identify as autistic or have some kind of other perhaps mental, cognitive, neurological disability or difference. And it really is an idea that takes hold as a way to kind of counter the overwhelmingly kind of pathologizing terms in which things like autism have until quite recently been understood and described. And right, it's obviously a category that is invented and through kind of psychiatric science in the discourse of psychiatry and medicine starting in the early 20th century. And even, you know, the definition of autism itself is incredibly contested and continues to be so to this day, right? It's hard to exactly pin down what autism is, and that's true over the history of that term. I really gravitated to the term neurodiversity and neurodivergence when I encountered it, because for me it was a way of thinking about and naming disability that again sort of left the terms of pathologization and sort of re-engaged with, you know, the sort of neurological knot as a site of kind of, you know, something that's wrong or something that's got eschew, but actually as the grounds for a kind of counter-identitarian, almost movement, right? Or a form of alliance or community, right, that could be formed. And you know, there are very specific people who I talk about in the book, you know, who have sort of gone on to elaborate what neurodivergence means, right, and how it opens up new ways of thinking about categories that until quite recently have only been used in highly kind of diagnostic and quite kind of constricting ways. And thinking about neurodivergent instead as providing a kind of new vocabulary for thinking about disability, but also all kinds of differences more broadly seemed really kind of fruitful as a site for theorizing. 

In particular in relationship to the work that I was trained to think about in performance studies, right, precisely having to do with questions about, you know, how do these seemingly stable categories of identity, you know, gender, race, sexuality, come to cohere and almost congeal and crystallize into typologies, right? That people really internalize and claim as their own kind of subject positions.
And it seems to me that performance and the language of performativity and the kind of thinking about performance that's been done over the past couple of decades would be a really kind of important and maybe useful set of maybe disciplinary questions or frameworks or tools to use to think about this emerging category of diversity and neurodivergence. And certainly the project is grounded not only in performance studies, but also in, yeah, as you mentioned, disability studies and mad studies, which are again relatively, I say, young fields of, you know, kind of academic fields. They've only been around for a couple of decades. But I think that what really grounds them and what I've really sort of learned from them is:
First of all, to not necessarily accept or take for granted the medical model of disability, which tends to really individualize and privatize experiences of disability. As opposed to seeing them more as kind of broadly social phenomena, right, that are defined and contested through language. But also through various kinds of practices of, you know, identity formation, of claiming certain kinds of identities, of community formation, and really sticking a claim to the expertise of people who are categorized using these these terms, right, that come with histories of real kind of difficulty and oppression and even violence with them. So I really see, you know, disability studies and mad studies again as offering the grounds for a kind of counter-discourse as I sort of, you know, borrow that idea and then sort of shifted into this idea of counter-cartographies. But to sort of speak back right to the diagnosing institution or authority or legitimated source of expertise and form a new kind of discourse, maybe a counter-discourse using maybe some of the terms that have been, um, you know, used to diagnose people, but that people have kind of reclaimed and rearticulated in new ways. So that's a little bit about how I'm sort of thinking about this term neural divergence and in relationship to questions of performance and performativity.

CJ: Yeah. Thank you for speaking to that. I really appreciate that framing and how, you know, in the Introduction and throughout the book, you kind of bring new questions to these kinds of issues and topics that are really provocative and, you know, brought new ideas and questions to my mind, which I always really appreciate when reading. So to get more into the content of the book, a key figure is Fernand Deligny, who we've already mentioned. Can you introduce a bit more of who he is, or who he was, and how his work became so influential in this book? I'm specifically thinking about kind of the nomadic encampments that he had, that you mentioned, with other folks that were neurodivergent as kind of a way to help them not be institutionalized as like the mainstream culture would have wanted, but also how his experiences in these encampments, like with the young person Janmari, who you mentioned, and the wasp, it kind of brings a new understanding of neurodivergence and these experiences. Would you mind telling us a little bit more about that?

LH: Sure, I'm happy to, yes. So Fernand Deligny is a fascinating but largely, I would say, still kind of marginalized figure in kind of the intellectual history of the 20th century. He was from Lille in the the kind of northern part of France; he lived um for most of the 20th century. He was born in the early 20th century and um lived until 1996. So he had a very long life and a very eventful and interesting life. And I think in the last couple of years, there's been a real almost a kind of rediscovery of his work, partially thanks to the the work of a press that's sort of founded by a number of people who are interested in kind of bringing his work back into print, his writing and also his films, and much of the other activity that he engaged in. The press is called the Arachnid, and in 2007 they published a really thick volume of his collected works in French. Much of his work has not really been translated into English, although some of it—there's a couple books that are now into English, but he's really kind of until now been, you know, not so much taken up in the Anglo-American sphere, but I'm hoping that that's starting to change, and I hope my book can be a contribution to some of that shift. 

He had a really fascinating life. He studied philosophy and psychology in the ‘30s and then actually became involved in the French Resistance movement to, you know, the resistance to the Nazis. And as part of that experience, actually during World War 2, he was stationed in a mental asylum in France. And you know, the mental asylums in France were, as they were, you know, throughout the world, really kind of not pleasant places to be. They were overcrowded. They were places where people with all kinds of disabilities and differences were basically warehoused, and particularly during World War 2, essentially left to starve because there was a a famine, right, that the country as a whole was dealing with and the people in the asylums suffered the blunt end of that. And while he was working in the asylum, he began to really kind of question the logic of the institution, right, that was housing these people and became interested in what alternative ways there might be for organizing life inside these institutions, inside the walls of these institutions. One that might, you know, find the grain of humanity in the people who are housed there, not only the kind of patients or inmates, but also the medical staff, the wardens or the the teachers. 

Through these experiences kind of in World War 2, coming out of World War 2, he came to be really influenced by some radical ideas about education, about psychiatry, and tried to almost kind of radically rethink many of the kind of accepted dogmas about the relationship between, you know, institutions and the kind of delinquent youth who would often find themselves, you know, captured by these large state institutions and confined in them. And, basically, to make a long story short, over the ensuing several decades he worked with collaborators, friends, you know, sort of militants involved in the student movement, factory workers—a kind of small band of people who were interested in working outside of the kind of paradigm of the institution and really trying to think about, OK, what would it mean to form a kind of radically de-institutionalized approach to working with children and youth who maybe have, you know, gone off track in some way of the norm and have found themselves institutionalized for various reasons. And in particular in the 1960s he started becoming particularly interested in working not only with children and young people with disabilities, but specifically children who had been diagnosed as autistic and nonverbal. 

Through this work, I mean, he really kind of attributes the shift in his thinking to his encounter with a kid named Janmari, who was actually sent by his mother, who was one of Deligny's landladies to work with Deligny because his mom knew that Deligny was doing this kind of innovative work with autistic people and thought that it would be a better solution than just having him hospitalized or institutionalized. And through Deligny's work with Janmari, he began to try to attune himself to what he'll come to call autism as a way or a mode of being, and you know, a mode of being that is just as deserving of respect and care as any other mode of being. And in particular, you mentioned, you know, I talk about this anecdote in one of the writings, one of his writings that I quote in the book. You know, Deligny developed this concept of kind of thinking about what he calls kind of deactivating or what in the book I describe as a kind of “destituence” of the kind of basic paradigms of what we understand autistic behaviour or selfhood to be. And there's an anecdote that Deligny talks about seeing Janmari kind of interacting with a wasp and kind of intuitively grabbing the wasp and deactivating its sting. And not trying to get rid of it, right? Not killing the wasp, not making it so that the environment will be more conducive to kind of human safety than the wasp's safety, but actually trying to respect the wasp as it is, but by kind of like, you know, sort of like deactivating its potential to sting and cause harm. And I think that that becomes a kind of way that Delaney comes to theorize his own approach to thinking about the work of the educator and, you know, kind of the therapist—not about curing or correcting or getting rid of autism or neurodivergence or disability, but of kind of, you know, stepping aside of those sort of normal logics that would try to cure or get rid of autistic ways of being. And instead maybe deactivating the logics, right, that pathologize autism in very particular ways. 

So he was a really, really fascinating figure. I can also talk about, you know, a lot of the core theoretical work that my book does around mapping is inspired by his own practice of working with, you know, kind of the small group of collaborators again in these nomadic encampments. And often just letting the autistic children who came to live with his group, you know, to exist in the ways that they want to exist. And he discovered that often these children would walk through the landscape of the places they were living. They kind of set up camp in this part of France called the Savane, which is this kind of mountainous desert region. But there's not a lot of civilization, right? And often he and his collaborators would sort of notice the different trajectories that the children would follow, and they developed these techniques of kind of following them and mapping their movements, not as a way of interpreting what the children were doing or kind of forcing them to conform to a kind of pre-existing understanding of how children should move or should walk or should behave, but instead I'm just trying to kind of bear witness to and almost, you know, kind of co-produce these drawings, right, that would reflect the the the movement of the children in the landscape and the young people in the landscape. So his kind of notion of mapping, not as a way of interpreting, but as a way of kind of letting, you know, movement come into being and come forth and express itself in the ways that it wanted or needed to express itself was kind of very central to my own interest in kind of thinking about mapping and counter mapping in this in this book.

CJ: Yeah, thank you for speaking to that. I'd love to kind of continue on with a lot of these ideas and how you talk about them with filmmaking and cinematography. In the first chapter, which is titled Feral Performativities, you discuss one of Deligny's films in conjunction with other films at the time that were representing, probably what we would call today, neurodiverse children or neurodiversity. Can you talk about how Deligny used filmmaking in kind of a refusal to limit these expressivities of neurodivergent subjects and also how you develop this reading of counter-cartographies through looking at what you call feral performance?

LH: Yes, absolutely. So that chapter begins with the discussion of this very famous kind of case from the early 19th century, which was a real case. This is the case of a child who came to be known as Victor, the wild child of Aveyron. And I look at, you know, this was a child who was discovered on the outskirts of a small town in southern France in the the very, very end of the 18th century, beginning of the 19th century. And this is a child who had appeared to be about eight or nine years old, had been seemingly abandoned and living in the woods and in the wilderness.
This was maybe the most famous of a kind of a rash of what were called kind of wild children or feral children cases in the 19th century. And these cases became really important to the emerging field of expertise that would become known as psychiatry. And in particular there's a book by the physician educator Jean Marc Itard, who was charged with trying to kind of educate, domesticate and ultimately “civilize” Victor, this child who he came to name Victor. And there was a a pretty famous book documenting Itard's attempts to do this. And this account has become pretty, I think, important in the history of psychiatry because it's a sort of early example of what we might think of as sort of behaviorism where, you know, Itard basically developed a system of kind of punishments and rewards for particular behaviors that he wanted to cultivate in in Victor. And so I talk about this case and do a kind of reading of Itard's actual account of his work with Victor. 

And then I also look at a film from the mid 1960s by the pretty well-known French film director François Truffaut, who was really fascinated by the case of Victor and made a pretty, you know, a film that's a fiction film, but it's pretty faithful to at least the account that Itard gives in his Diaries. But it's also a film that is very much kind of about the triumph of what we could think of as sort of medical pedagogy, right? Or the the ways that medicine and teaching came together in the kind of emergence of sort of 19th century psychiatry, but also theories about education and childhood development, essentially. And Truffaut's film is, you know, Truffaut actually casts himself—he's both the director, but he also plays Itard. And so his film, although it's a beautiful film and really fascinating for a number of reasons, is ultimately about the kind of containment and let's say ordering and kind of the the ways that that Victor is brought into or brought under control, right? It's about kind of taming his so-called wildness. And what's fascinating is that Truffaut actually was in correspondence with Deligny while Truffaut was making the film, and was really interested in him because he, you know, he sort of knew of Deligny and his work with autistic children and wanted his perspective on how to kind of film the story. But Delaney and Truffaut have a really interesting, I don't know if it's a dispute or a kind of parting of ways, that I really kind of focus on in this chapter, which is that whereas Truffaut was really interested in how film could be used or, you know, how the film itself could be used to sort of tell the story formally of the taming of wildness by civilization, right?

Deligny was also interested in film for a very different reason. Deligny had this idea of the camera as a pedagogical tool, so he often he became kind of increasingly interested in how film could be used aqmost like in lieu of a pen, right? So if you have people maybe who exist in a kind of different relationship to verbal speech or written language, what if we were to give, you know, autistic or neurodivergent people a camera, right, instead of forcing them to come into speech and, you know, learn how to write or learn how to speak in certain ways. But what might be learned? What might be learned by kind of giving people a camera and asking them to use the camera as a way of, you know, writing their own worlds, essentially. And Deligny was much more, I think, invested in his own kind of experiments with film and his kind of collaborative experiments with filmmaking in a lesson like, you know, kind of creating this kind of classically beautiful and formalized cinematic experience that tells a sort of satisfying narrative, as in Truffaut's film, and much more interested in the kind of wildness and the potential of wildness of of cinema. And I think in that way very much also invested in trying to think about how how do we not immediately jump to curing or restraining or kind of shifting or changing our divergence, but in fact, respecting and even, you know, encouraging the more sort of wild and rambunctious and errant and, you know, hard to sort of control aspects of it, right?

And so this is where I really kind of develop in that chapter this notion of the feral and the feral performative as this thing that can't necessarily be contained by the kind of bounds of a sort of formal aesthetic genre like film, but actually film becomes—or cinema or the tools of cinema becomes—a way of opening up and accentuating and expressing these kind of, you know, sensuous experiences of the world, right? They can't be contained necessarily in narrative or in even like other kinds of sense making practices, right. So that's really kind of what I'm what I'm looking at in that chapter.

CJ: Yeah, thank you for speaking through that. I really appreciate kind of how you're encouraging us to approach cinema and these cinemagraphic tools from different perspectives and kind of open up what we think of as, you know, the potential and the possibility of this practice. I'd love to also continue this with your discussion in Chapter 2 of “(Un)making Asylum,” where you talk about the asylum as a performance and how it seeks to shape certain subjectivities. Could you talk a little bit about what you're doing in that chapter and how you explore Deligny's nomadic communities and his refusal, kind of, as you were gesturing towards in the earlier question of considering language as the most prominently feature structuring subjectivity? How can this teach us about different ways of neurodiverse community-building, for example?

LH: Yeah, absolutely. So, you know, one of the things that I really discovered in the course of writing this book was the importance of, the kind of historical importance of institutions, in particular asylums, in the emergence and the definition of not just autism, but all kinds of kind of psychiatric diagnostic categories over the course of the 19th and 20th centuries. And in particular, there's a lot of really interesting work, particularly in the kind of sociology of medicine and psychiatry, that looks at how autism itself is really a category that emerges at a moment of crisis in the the sort of 19th century and early 20th century kind of asylum system, and it is institutional asylums, more generally. So in the United States, in Western Europe, in many countries, actually throughout the world, in the 19th and early 20th centuries, right, the kind of overwhelmingly dominant way of dealing with not just what we understand as autism, but all sorts of disabilities—mental, intellectual, cognitive disabilities—was essentially, you know, through institutionalization, largely in these very kind of massive, often state-run public, you know, asylums essentially, which were developed starting in the 19th century according to a model that was known as the kind of mental hygiene movement. It was really a kind of moral treatment paradigm that thought people could be brought into institutions that were designed in particular ways, you know—often there would maybe be a kind of agricultural or farm work component, a legacy of the kind of 19th century work farm movement for disabled people and often impoverished people. So there's this whole kind of massive network that developed over the course of the 19th and early 20th centuries, but that, you know, by the time the mid 20th century comes around, the kind of moral treatment model that the asylum system was founded on has really, you know, kind of fallen away in a in a lot of ways. And, you know, there's kind of new ideas about what causes autism or intellectual disability, various kinds of intellectual or developmental disabilities. But the asylum system becomes so large and overwhelming that it really, it becomes this kind of dominant, if often kind of, you know, unspoken or not talked about or kind of shameful aspect of modern life in the early to mid 20th century.

This all shifts with what has come to be called the deinstitutionalization movement, which is a little bit—it's a little bit, I think, kind of an oversimplification to just call it one single deinstitutionalization movement. Of course, we know that the move to get disabled people out of these large institutions to stop warehousing them, it didn't happen overnight. It wasn't a simple or single movement, but really happened over decades and in different countries that look like different things. And it, you know, takes shape in different ways. But the deinstitutionalization moment is often, you know, talked about as starting in the 1950s, 1960s, 1970s. And still kind of, you know, is existing today, although—and we can talk about this later—there are really troubling and concerning ways in which there are kind of increasing calls now for so-called bringing back “asylums” because of the kind of social problems that the closure of these institutions is seen to have caused. 

But to get back to the chapter, what I do in the second chapter is to really think about this term asylum. And, you know, in part inspired by Deligny's work. He was really, really interested in the term asylum, not just the way the word asylum has come to designate particular kinds of large institutions, right, for housing people who are deemed to not be capable of, you know, living independently or on their own, but kind of going back to the roots of the term asylum, which is really a space that is kind of protected and reserved for people who, for whatever reason, need to be beyond the reach of some kind of law, right, that might be making a claim to them to to to constrain them. And, you know, Deligny's work, I think, was really inspiring for me to think about in relationship to deinstitutionalization, because he doesn't abandon the concept of asylum, but he really wants to kind of reinvent it. And he wants to say what other ways of what he calls kind of making asylum might there be that would not be about, you know, constraining people inside the walls of these institutions, essentially kind of carceral spaces, right? 

And so what I do in the chapter is really look at a couple of examples of how, you know, institutions, particularly in this kind of mid-century deinstitutionalization moment, were kind of represented and depicted aesthetically as being spaces that formed and kind of directly molded the subjectivities of the people who inhabited their walls. So I look at Frederick Wiseman's documentary, Titicut Follies. I look a little bit at actually some experimental theater by a group called the Living Theater, who briefly overlapped with Deligny and has some interesting resonances between, you know, the interest in getting rid of or kind of doing away with the traditional spatial constraints of the theater at the same time that people are interested in kind of getting rid of and doing away with the spatial constraints of the institution.
And the asylum—the institutional asylum, I should say—and, you know, I think that this idea of Deligny’s to create a different kind of asylum for people to exist in ways that wouldn't be defined by their capacity or incapacity to speak or to become a kind of so-called speaking subject was I think really, really fascinating for me and I wanted to think about, you know, what would it mean to think about making spaces in which people could find asylum from the kind of, you know, violent and constraining force of diagnostic language, right? So, you know, finding asylum from the need to, you know, force people, force autistic people to speak in certain ways, right, or to behave in certain ways, what would it mean to create a space of asylum that was not about constraint, right? But was actually about allowing people to exist in ways that are free from the kind of logics of the institution and the way that language is always tied to, it's a kind of institutionalizing power or force. And so, yeah, in that chapter, I'm really trying to think about asylum in kind of multiple senses of the word and ways of unmaking asylum that kind of parallel the history of and the kind of political
potency of the de-institutionalization movement, which, you know, I think continues importantly to this day, but also wanting to think about ways of making asylum apart from institutions themselves.

CJ: Yeah, thank you for speaking to that. I thought that that chapter gave such a interesting resonance to this idea of counter-cartographies and how we can explore these like alternative and otherwise spaces. So to continue along with the book, in Chapter 3 you consider neurodiverse wandering and the racialized surveillance techniques of power that are asserted as solutions to disorder for the purpose of preserving like security and society and order and those types of things, which really resonates with a lot of what we've been talking about but hearkens back also to the Avonte case that you mentioned at the beginning of the interview. Can you describe how surveillance operates as a technique of power, especially in situations involving disability and racial difference, and how this is so closely tied to, you know, the apparatus around like pathology and neurologic diversity and different kinds of disability and madness?

LH: Yes, absolutely. So, you know, Chapter 3 comes where it does because it's trying to think about, OK, once the institutionalization kind of takes hold as the paradigm, right? Once, you know, the kind of primary way of dealing with autism and neurodivergence is not necessarily to institutionalize people. What forms of power and control, you know, emerge to take the place of the walls of the institution? And you know, t it's a longer story to think about all the reasons that deinstitutionalization takes place. There's, you know, there's a longer history that I, you know, don't necessarily have time to get into right now, but I think, you know, one of the questions that arose for me as I was working on this book in a kind of historical perspective, thinking about the institutionalization, was OK, how does the kind of intense surveillance of the kind of disciplinary institution that is the asylum come to be replaced by these new, more ambient forms of surveillance, essentially, right, and policing? And you know, once people are no longer confined to the walls of an institution, how does there, you know, how does the surveillance of neurodivergence shift or change right in the shift from institutions? 

And the core kind of case that I used to explore these questions in this chapter is this case of Avonte Oquendo, who I mentioned earlier, and thinking in particular about how his case became the grounds for a certain kind of political mobilization that my book ultimately is very kind of not just skeptical of, but really kind of critical of. And you know, I hope that one take away from my book would be to kind of get people to sort of rethink the immediate jump to thinking that the solution to, you know, surveilling autism is like sort of just like heightening the kind of apparatuses of policing and surveillance that autistic people are subjected to.

So one of this kind of policy solutions that was offered in the in the wake of the Ocando case was actually a set of legislative actions, both actually at the state and then finally at the at the federal level, that essentially sought to, you know, kind of further the reach of and strengthen the police state, the kind of also the kind of militarization of the police state. By kind of justifying it by saying that, “Well, this is going to be used to protect disabled and autistic people who increasingly are described in the medical literature as having a kind of propensity or tendency toward what's called wandering or in the medical terminology elopement,” right? And this is a term that's not only applied to autistic people, but also sometimes gets used to talk about people with dementia or Alzheimer's or, you know, other kinds of.
Neurodegenerative conditions, right, where they wander away or they leave their, you know, their homes or their places where they're supposed to be and wander off and and encounter various forms of danger in the environment because the world is not designed to foster the, you know, the kind of life chances of such people. And I think I was very concerned about the increasing emphasis that I saw in the wake of the Oquendo case and other kind of popular discussions about so-called autistic wandering and seeing how the solutions being proposed, the kind of policy solutions were, for example, to fund wearable tracking devices right for people, and you know, linked to the expansion again of sort of criminal justice or kind of so-called criminal justice or police authorities, right. And to me, this was another kind of mapping, right? This is another way in which autistic movement is being increasingly subjected to surveillance and mapping. And I guess I should say, you know, I think I understand and certainly I'm sympathetic to the desire to have real, maybe even technological solutions to, you know, to some of these problems and to the real danger that is, you know, that autistic people encounter in the world—and again in a world that's not designed to protect them, right? But it seemed to me that simply responding to this so-called problem of autistic wandering by just like beefing up this, you know, the apparatus of technological security to which, you know, disabled people are already so subjected was quite dangerous actually, and not not a great solution to the problem. 

And I was also thinking a lot in in this chapter about disability and racial difference. Oquendo was black and was therefore, you know, already living at an intersection of sort of regimes of surveillance, right? And histories of regimes of surveillance of both disability and race that I wanted to really foreground and sort of think through in the chapter. And so I drew a lot on sort of black performance theory to think about how certain forms of movement is rendered legible and certain forms of kind of fugitivity is figured as dangerous. So those are kind of the issues that I'm trying to think through in relationship to this kind of question of wandering and surveillance.

CJ: Yeah, thank you for speaking to that. I found this chapter in your discussion of wandering and surveillance to be so interesting and thought-provoking. And like I've mentioned earlier, just like introducing new questions and like more precise questions to be considering as we're, you know, trying to explore ways of, you know, not institutional asylums, but also not just like these ambient forms of of surveillance and policing that you mentioned. I'd love to also spend some time talking about the relation between voice and touch that you explore in Chapter 4. This kind of calls back to some of our earlier conversations about Deligny's experiments/attempts/engagements living beside and alongside people with neurodivergence and also people that were nonverbal and kind of exploring the different ways, you know, we can think about “voice.” And you talk about voice being like routed and circuited also through tactility, which we often don't consider. And you describe tactility as “a sensory mode that involves proximate vocabularies of texture, pressure and haptics.” So could you share about these expanding ways we can think about voice as something that can you know, exceed the verbal and bring out “modes of personhood and sensorial attunements that are vital to the persistence, survival and flourishing of neurodiverse life worlds?”

LH: Yeah. So in this last chapter I really wanted to kind of delve into this question of the voice and having a voice, right? I think so much of the I don't know, conversation, debate, discussion about not just disability and neurodivergent, but particularly disabilities having to do with a kind of, the the question of what, yeah, the autistic scholar Remi Yergeau talks about as a kind of rhetorical agency—the denial of rhetorical agency to autistic and neurodivergent people—precisely because, you know, often autism is talked about a lot in relationship to problems, not just of kind of sociality and, you know, the sort of stereotype of, you know, trouble reading social cues, but also of certain kinds of disorders or abnormalities of voice and vocalization, right? And in some cases, in many cases, you know, certain autistic people who are described variously as you know, “low functioning” or not, you know, or deemed to be not kind of capable of of self representation or speaking on their own behalf, bring up, you know, often some of the most kind of ethically fraught and challenging issues and questions that we deal with in disability studies. But also in thinking about sort of questions about disability ethics and who speaks for whom, right? And this whole question about, you know, can “nonverbal,” you know, people speak on their own behalf in other kinds of ways? 

And so actually what I ended up doing in that chapter is looking at a lot of kind of artwork. So sort of video art—this very kind of well known and important piece of, I would say, kind of neurodivergent cultural production, Mel Baggs’ “In My Language,” a YouTube video from 2007, but also work by the artist Wu Tsang and an artist named Jonathan Berger, who were dealing with how neurodivergent voices can or cannot, you know, stand in for certain kinds of claims for political representation or selfhood. And I wanted to sort of think through and push against the ways that the voice and the verbal are often conjoined or often sort of thought to be inextricable from each other. And became really interested in thinking instead about other ways that the question of the conundrum of the voice could be used or kind of explored. And so I end up looking a lot at kind of cultural production, video art, installation art to think about how some kind of recent art that deals with neurodivergence has been really kind of putting pressure—no pun intended—on this question of voice, of having a voice, of asserting one's voice. And also questioning the kind of prevailing assumption that autistic people are somehow automatically rhetorically impaired, right? That they cannot represent themselves because they have a different relationship to verbality. And so that's that's really kind of what I wanted to kind of explore in that chapter and see how that sort of played out in these various aesthetic, um, examples.

CJ: Yeah, thank you for discussing that. I thought that that was such a interesting and insightful way to consider, you know, counter-cartographies of also looking at, you know, language in different ways as you're bringing and invoking the voice as like something that exceeds the verbal.

So I've really appreciated this conversation about the book. It's so generative and thought provoking, as I've mentioned multiple times at this point. But as we're wrapping up the conversation, I wanted to kind of like have a touch point on like how this book is entering the world. I know you've spent a lot of time working on this project, but it's coming out in an especially contentious political moment in the US, and one that's blatantly antagonistic to neurodiverse communities as well as many other marginalized communities. So I just wanted to give you the opportunity to reflect on this time and, you know, if there's any hopes that you have for readers to take away from your explorations and counter-cartographies?

LH: Yeah. Thank you for the question. You're absolutely right that, you know, I've been working on the book for a long time, but it's coming out at a particularly charged and fraught moment historically in the US, but also, you know, I think around the world for disabled people, autistic people, neurodivergent people, you know, there's so much that can be said. You know, autism right now is—it's kind of like almost thinking about it as a kind of floating signifier in our culture in the sense that, you know, on the one hand you have the Secretary of Health and Human Services, Robert Kennedy Jr. coming out and saying that he's gonna institute a kind of hypersurveillance, you know, including, you know, accessing the medical records of autistic people in a search for what he's calling, “the cause” of autism. I think even said “I'm gonna, we're gonna discover the cause of autism by September,” right? A month from now. And obviously his agenda is to get rid of autism or to
“cure” it right, which many neurodiversity advocates and writers and activists have identified with a real kind of eugenicist logic that I think runs beneath so many of the policies that not only Kennedy, but also this whole kind of federal administration.
Is following. 

On the other hand, we also have discussions of autism in the more kind of like popular culture realm. You know, people are increasingly kind of self diagnosing as autistic. You know, there's a kind of a push back against that as well among some in the community. And I think the kind of, again, like in the realm of pop culture you have figures like Elon Musk or others who are kind of self-described or being described in kind of neurodivergent terms, right? And also I'm thinking about the ways that autism or something like “weaponized autism” in Internet chat room culture has attained a certain kind of meaning, right? That, you know, is a whole—probably could be a whole other book, right, to think about. 

But I do think that in this moment where there is such a kind of range of meanings and associations and senses that the term autism is taking on, returning to some of these histories that I explore in the book is particularly valuable to understand how these discourses aren't coming out of nowhere. But also, in particular, looking at models of kind of care and of kind of selfhood and subjectivity—you know, articulating one's selfhood in other terms, thinking about autism as a way of being, not just, you know, something to be pushed aside or gotten rid of or treated as kind of a problem to the normal functioning of the kind of social order, right? And so I'm hopeful that the book can maybe intervene at this moment where there is a kind of heightened attention or effort to surveil and indeed eradicate neurodivergence to, you know, thinking about these categories in other terms and what is the kind of intellectual, but also artistic and cultural practices and traditions, that we can draw from and look to for a different way of thinking about these matters.

CJ: Yeah. Thank you for speaking to that and also just speaking to the context that we're in. These are such important, you know, topics and understandings that need to be foregrounded in a lot of the political issues and movements that are coming up. So I really appreciate this book and just echo like the importance of a lot of this research that you provide to us. 

So yeah thank you so much for spending time with me today and discussing Counter-Cartographies and all your work bringing this out into the world.

LH: Thank you so much for having me.

