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SerieS Preface

Psychological Anthropologists study a wide spectrum of human activity: 
child development, illness and healing, ritual and religion, personality, 
political and economic systems, just to name a few. In fact, as a discipline 
that seeks to understand the interconnections between persons and cul-
ture, it would be difficult to come up with examples of human behavior 
that are outside the purview of psychological anthropology. Yet, beneath 
this substantive diversity lies a common commitment. The practitioners 
of psychological anthropology seek to understand social activity in ways 
that are fitted to the mental and physical dimensions of human beings. 
Psychological anthropologists may focus on emotions or human biology, 
on language or art or dreams, but they rarely stray far from the attempt 
to understand the possibilities and the limitations of on-the-ground 
human persons.

In this collection of papers, psychological anthropology is brought to 
bear on the complex challenge of autism. The book is unique in a num-
ber of ways. First, the standpoint of the “Global North” is most often 
taken for granted in academic work, this in spite of the fact that other 
perspectives may considerably enrich our understanding of the phenom-
ena we study. This volume exemplifies something that ought to happen 
more often, a collaborative dialogue between the academic perspec-
tives of the north and a robust conceptual system developed elsewhere, 
in this case, the South American “Collective Health” tradition. Second, 
rather than considering autism as a fixed diagnostic category inscribed 
into the structure of the universe, papers in this collection place autism 
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in social and political contexts in order to illustrate variations in the con-
ceptualization of autism and of the treatment and experience of men and 
women on the autism spectrum. The result is a volume that is valuable 
for both theory and practice, a broadening of our thinking not only 
about autism but also about human experience more broadly.

Tulsa, USA Peter G. Stromberg
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CHAPTER 1

Introduction

Elizabeth Fein and Clarice Rios

1.1  where did thiS book come from?
All knowledge emerges from a network of somewheres. Its production is 
bound up in particular histories of particular people, who bring distinc-
tive sets of pragmatic arts to the balance of their resources and vulnera-
bilities. This book is no exception. The editors of this volume, who are 
also the instigators of the workshop from which it emerged, first met at 
the Society for Psychological Anthropology biannual conference in San 
Diego in 2013. Both of us were working on autism in cultural context, 
and both of us were at transition points in our own professional lives, 
facing uncertain futures. Clarice, who had trained as an anthropologist 
at the University of Chicago and UCLA, was completing a postdoctoral 
fellowship at the Research Program in Subjectivity, Health and Medicine 
at the State University of Rio de Janeiro, amidst psychoanalysts and phi-
losophers studying the impact of psychiatric knowledge and discourse 
on the formation of subjectivities. Elizabeth had just completed training 
in clinical psychology and anthropology at the University of Chicago’s 

© The Author(s) 2018 
E. Fein and C. Rios (eds.), Autism in Translation, Culture, Mind,  
and Society, https://doi.org/10.1007/978-3-319-93293-4_1

E. Fein (*) 
Department of Psychology, Duquesne University, Pittsburgh, PA, USA

C. Rios 
Department of Social Psychology, Federal University of Rio de Janeiro,  
Rio de Janeiro, Brazil
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interdisciplinary Department of Comparative Human Development; 
a year later, she would take a position in Psychology at Duquesne 
University, a department advocating for a culturally and historically sit-
uated, meaning-centered psychology grounded in traditions of phe-
nomenological philosophy. We felt a synergy, not only between our own 
interests but also between the communities we inhabited and the intel-
lectual currents and eddies swirling within their flows and obstructions. 
In response to both the opportunities and uncertainties before us, we 
decided we needed to make something. Over the following year, we met 
via video-conferencing each week to discuss what its parameters might 
be. Out of those conversations, the plan for the conference that would 
produce this volume was born.

As our ideas coalesced, our aim became to create an event that would 
place into dialogue two intellectual traditions: psychological anthropol-
ogy and the South American tradition of Collective Health. These fields 
have multiple points of commonality with manifold implications for 
autism. Both take as their subject the complex interplay of individuals 
and their sociocultural contexts; both have developed theoretical and 
methodological tools to connect the levels of analysis that are frequently 
divided in debates about autism and issues of global health more broadly. 
However, due to differences and distances in language and geography, 
these two fields had not experienced much cross-pollination. Our hope 
was to start a conversation between them.

Encompassing the fields of social science, epidemiology, and health 
policy, Collective Health takes a social and political approach to the 
study of health and disease, working to articulate and propagate a model 
of health that is “socially established through intersubjective pacts within 
economic, social and cultural contexts” (ABRASCO 2004, in Ivo de 
Carvalho et al. 2007, 10). Collective Health possesses a distinct episte-
mological ethos characterized by a careful attention to the relationships 
between the individual and the state, especially around contested politics 
of health, and a deep grounding in the lived realities of service provi-
sion (Langdon and Follér 2012). Similarly, psychological anthropology 
has a long history of examining the interaction between psyche and soci-
ocultural life, in all the particularities of each. As Tom Weisner explores 
in his contribution to this volume, psychological anthropology engages 
with the daily life experience of individuals, families, and communities, 
developing conceptual tools for both identifying and working across lev-
els of analysis. We were particularly aware of “the position of psycholog-
ical anthropology to engage in bridging research, practice, and policy,” 
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especially when put into conversation with other disciplines and domains 
of practice (Korbin and Anderson-Fye 2011, 415).

As a phenomenon with irreducibly individual and interpersonal instan-
tiations, possessing both robust similarities and intriguing differences 
across contexts, autism serves as a powerful point of departure from 
which to consider questions at the intersection of these two fields. How 
do individual differences that exceed or transcend local norms get con-
ceptualized, diagnosed, and treated within different societies with differ-
ent medical infrastructures and expectations for social relations? How do 
diverse processes of socialization affect the cross-cultural manifestation 
of individual differences? How do relationships between the individual, 
the community, and the state shape political claims about disability, bio-
social identity, and public health? How do individuals living under such 
descriptions understand their condition and themselves? Dis/ability is 
inextricably linked to the relationship between self and society (Ingstad 
and Whyte 1995); the power of autism to destabilize and reinscribe 
assumptions about sociality, intersubjectivity, and communication refracts 
these issues in disruptive and potentially generative ways.

In order for anthropological theory to effectively address these ques-
tions, we felt, its development needs to be driven by the inclusion of 
paradigms from outside the global North. However, the dominance of 
English as a scholarly language, the scarcity of resources within academic 
environments in low- and middle-income countries, and the challenges 
of speaking across deep-seated and long-standing ontological and epis-
temological differences all contribute to the marginalization of South 
American intellectual traditions within supposedly globalized discourses. 
In particular, as we observed the increasing influence of work in the 
field of Global Mental Health (GMH), we were becoming increasingly 
concerned about the dominance of Northern perspectives and priorities 
within this growing field and its interventions. One aim of this event was 
to begin, in some small way, to destabilize this dominance.

A core premise of this event has always been that the contexts of 
knowledge production matter. Physical spaces and arrangements, insti-
tutional infrastructures, status hierarchies, and their impact on spatial 
position, the sheer distance that a voice can carry, when amplified (or 
not) through one technology or another—all of these things constitute 
a matrix through which ideas are born and through which they rise and 
fall. It felt important to us to come together in a physical way, to be in 
each other’s presence in an intentionally chosen location. We opted to 
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locate the conference at the State University of Rio de Janeiro, taking 
advantage of the rich theoretical and philosophical approaches thriving 
within the Research Program in Subjectivity, Health, and Medicine while 
addressing an identified need within the program for training in ethno-
graphic research methods. Countering the trend for South American 
intellectuals to train abroad and study literatures that may not be attuned 
to the needs and questions most relevant to the South American context, 
we hoped instead to introduce methodological tools that could be effec-
tively adapted to address issues related to the organization of health and 
of governance unique to the Brazilian context.

We hoped, especially, to counter tendencies within Global Mental 
Health to depict the Global South as a place of lack, in need of rescue 
through Northern intervention. As Khan et al. (2012) observe, “[i]t is 
critical to note that the landscape of supportive interventions in LIMCs 
[low-to-middle-income countries] has not been void of alternative 
approaches to those developed in high-income countries, and that these 
approaches provide equally viable targets for research” (157); however, 
these approaches are often overlooked within discourses that focus on 
the absence of appropriate services. We sought to explore the wide range 
of understandings and practices already in place for addressing autism 
spectrum conditions and other developmental differences. In doing so, 
we follow Whitley’s (2014, 501) call to offer “no opposition without 
proposition”: a call to counter-balance critique of mental health inter-
ventions with an exploration of possible solutions to the problematics 
thus posed.

In planning the event, we made a conscious decision to prioritize 
depth of representation over maximizing geographic diversity. We could 
have opted to hold a “cross-cultural” conference in which we sought 
scholars from as many different countries as possible. (One agency denied 
our application for funding on the grounds that we had not done so). 
Instead, rather than attempting to seek “thin” representation from the 
widest variety of places and perspectives, we focused instead on establish-
ing a “thick” and in-depth dialogue between two scholarly traditions that 
were each located within particular geopolitical and historical contexts.

In selecting our participants, however, psychological anthropology 
and Collective Health provided guiding principles rather than constraints 
upon acceptable disciplinary identities. We approached people whose 
work explored autism situated in particular contexts, whether those con-
texts be geographic, aesthetic, or linguistic. We sought scholars who 
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were themselves positioned with regard to autism in a variety of ways: 
scholars who are themselves on the autism spectrum; scholars who have 
family members, partners, and friends on the autism spectrum; schol-
ars who have worked with people on the spectrum in clinical contexts, 
and those who have worked with people on the spectrum in artistic and 
academic collaborations. All participants, in their work, address autism 
across levels of analysis, from individual development to global dis-
courses, with a focus on the particular cultural and material contexts in 
which each of these phenomena manifests.

We were very fortunate to receive funding from the Lemelson/ 
Society for Psychological Anthropology Conference Fund. Since 2008, 
this program has funded a number of small conferences and workshops 
that allow in-depth work on innovative and significant topics in psy-
chological anthropology. Through the generosity of this program, we 
were able to fly eleven conference participants to Rio de Janeiro, hold 
the conference, and present our work to the public on the final day of 
the conference, via a complex assemblage of translators and audiovisual 
equipment.

1.2  the event

Once our funding had been confirmed, we sent official invitations to the 
community of scholars with whom we had been planning the event.1 
Each participant was asked to prepare a twenty-minute presentation, and 
invited to consider the following questions:

Conceptual framework: What do you understand yourself to be looking 
at, or looking for, or looking through, in your work? How do you define 
terms like “autism” and “culture” in your own work? What models of 
person, society, and the relationship between them inform your work?

Method: How do you go about finding out what you find out, and how 
does that affect what you find? What research paradigms do you use in 
your investigations? What challenges have you run into and how did you 
address those challenges?

Findings: What have you found out about autism, its social, cultural, 
and political contexts, and the relationship between the two?

Each presenter was also assigned a discussant, and some time for dis-
cussion of their work, adding up to about an hour in total. The end of 
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each day was capped with a summative discussion, the goal of which 
was to identify and track emergent themes. The entirety of the confer-
ence was filmed, and the videos are available to view at the Society for 
Psychological Anthropology Vimeo channel. These recordings became 
an important part of the workshop methodology, as it allowed us both to 
make the event available to a wider audience and also to revisit particu-
larly thought-provoking moments as we were preparing this volume.

Over four days of paper presentations, lively discussions, and an out-
reach event to the broader scholarly and clinical community of Rio de 
Janeiro, we grappled with our own differences in position and perspec-
tive, struggling over language barriers, unfamiliar sets of assumptions, jet 
lag, and the human tendency to cling to the familiar when disoriented. 
We were all, on some level, differently abled at this event than we were 
accustomed to being, whether this was because we were working in a 
foreign location, as was the case for the visiting North American schol-
ars, or working in a non-native language, as was the case for the hosting 
scholars. In working through our own understandings and misunder-
standings of each other, we generated new understandings: of the rela-
tionship between political systems, cultural models of self and social life, 
and individual lived experience. We did more than talk, and listen, trying 
desperately to fit everything we wanted to say into the number of hours 
we had allotted; we guided each other through explorations of the Rio 
streets at night, we danced to samba music together and shared meals 
and long walks through gardens heavy with branches. We took a trip to 
the Museum of Images of the Unconscious, founded by the pioneering 
Jungian psychiatrist Nise da Silveira and honoring her rejection of prim-
itive electroshock and lobotomy in favor of expressive art therapies. We 
climbed the winding stairs of the Hotel e Spa da Loucura (Hotel and Spa 
of Madness), adorned with elaborate graffiti murals, where clients experi-
ment with art, music, and theater as means of symbolic healing.

The final day of the conference ended with a meeting to discuss the 
form this publication would take. From the beginning, we agreed that 
we wanted to produce a publication that would capture some elements 
of the experience we had just shared. Particularly, we wanted to pre-
serve both its dialogic character and its element of surprise. As we talked, 
we threw words and phrases up on a white board, trying to characterize 
where we’d been and where we hoped to go: Community. Decentering. 
Representation of togetherness. Collision. Conflict. Psychic connection. 
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Synergy. Dequotative. Voices. Ways of caring, knowing, speaking, seeing, 
being, being uncomfortable. Close to nature. Committed Fair Witness. 
Institutionalization. Price. Access. Things that really bother people (some 
but not all of which are labels). Holding hands. Effort of defining terms. 
Territories. Knowledges. Experiences. And some memorable phrases from 
the event: I’d like to sleep on a bed of your voice and your ideas. There’s a say-
ing: keep one eye on the cat and one eye on the fish. Who owns autism? Maybe 
autism owns us.

On that last day, we also held a meeting open to the public, attended 
by about 150 mental health practitioners, scholars, educators, and advo-
cates from Rio de Janeiro and beyond. We presented, we took questions. 
But the most memorable moments came when we moved outside of our 
prepared words piped through translation headphones. Clarice offered 
an impassioned, extemporaneous call for Brazilian scholars and practi-
tioners to embrace their/our own expertise even while enthusiastically 
embracing approaches from abroad. Michael B. Bakan shared his gift of 
rhythm with us in a collective drumming exercise. Dawn Prince-Hughes 
got us up out of our chairs—the whole hall full of us—swinging our 
arms, opening up our mouths and faces, and experimenting with how it 
felt to move and communicate like gorillas.

It is impossible to relate to your colleagues in quite the same way after 
sharing such an experience. In a sense, this workshop instantiated what 
Callard and Fitzgerald have memorably described as “a delicate, diffi-
cult, transgressive, risky, playful, and genuinely experimental interdisci-
plinarity” (2015, 4), in which “experimental theatre and experimental 
poetry promise as much—in terms of methods, knowledges, modes of 
construing, and intervening in the world—as the rich legacy of experi-
mentation in the natural sciences” (ibid., 9). Our intent in bringing these 
participants together into a shared physical space shares something with 
their call to create a “temporary, local assemblage of motivation, inter-
est, people and machinery—in which we, and our collaborators, are able 
momentarily to think something exterior to both the conventions of 
experimental practice, and the taken-for-granted dynamics of epistemic 
power that underwrite its conduct” (Fitzgerald and Callard 2015, 18). 
We built good bones for the event—a schedule, guiding questions, a 
strong mission; but at heart, our goal was to bring some people together 
in a place and see what happened. This book is our attempt to show you 
what emerged.
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1.3  the volume

The volume aims to capture the unique nature of this inter-cultural con-
versation, as well as to carry it forward. We invited participants to form 
international teams and work together on collaborative pieces, and did 
our best to set up groups of chapters and commentators that spanned 
across both geographic and disciplinary territories. The volume itself 
is structured as a continuing conversation: it contains individual stand-
alone pieces that can be read in isolation; however, each section also con-
tains a response piece from a discussant, synthesizing the themes of that 
section, and the volume also contains two commentaries by participants 
on the event as a whole.

The first section of the volume, “Political Histories of Autism” 
consists of two comparative, collaborative essays examining autism 
and neurodiversity in the context of psychiatric reform movements 
in the US, Italy, and Brazil. Rossano Cabral Lima, Clara Feldman, 
Cassandra Evans, and Pamela Block draw on their many years of stud-
ying autism and disability in the United States and Brazil to chronicle 
post-deinstitutionalization efforts to advocate for the recognition of 
the full humanity and personhood of autistic people. In both coun-
tries, schisms have formed between groups that share this common 
goal. This chapter compares how these tensions have taken form within 
the United States and Brazil, in the context of each country’s particu-
lar and “radically different political and economic histories, health sys-
tems, conceptions of health, and ideals about the relationship between 
individuals and the state” (Lima et al., this volume). M. Ariel Cascio, 
Bárbara Costa Andrada, and Benilton Bezerra Jr. also take up the ques-
tion of psychiatric reform—this time in Italy and Brazil—looking at how 
the biologically based and diagnosis-specific approaches once rejected 
by psychiatric reformers are now embraced by a new wave of critics to 
post-reform policies. In his discussant remarks, Francisco Ortega exam-
ines the presence of polarizing conflicts throughout these two compar-
ative case studies, observing how families within these systems model 
pragmatic practices of integration.

The second section of the volume focuses on issues of “Voice, Narrative 
and Representation.” The section begins with Michael B. Bakan exploration 
of the question: what does it mean to be an ethnomusicologist of autism? 
The piece calls for, and exemplifies, a form of appreciative listening, sur-
rounding and foregrounding an essay written by a musician diagnosed with  
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Syndrome. Elizabeth Fein tells a series of stories—about three young men 
diagnosed with autism spectrum conditions, about her experience getting 
trained on the Autism Diagnostic Observation Schedule, and about con-
ferences where autism is attributed to environmental contamination—to 
explore the possibility of understanding autism as a mode of engagement 
with the world, characterized by a deep involvement with external systems 
of organization. Jurandir Freire Costa and Roy Richard Grinker collaborate 
on an essay that brings phenomenology and philosophy of mind to an anal-
ysis of first-person accounts of autism, approaching the issue of cognition 
and rationality from the perspectives offered in these accounts as a way of 
challenging claims about the nature of autistic cognitive impairment. Laura 
Sterponi’s discussion identifies two strategies she sees in these essays, which 
she calls denotational layering and non-referential signification, as ways to 
“engage with the silence and interrogate the unspeakable” (Sterponi, this 
volume).

The third and final section focuses on the concept of autism and 
how it organizes both individual lives and social and economic systems. 
Clarice Rios provides an ethnographic account of the Brazilian parent 
association she calls Círculo da Esperança (Circle of Hope). Participants 
in the program develop a form of autism expertise that bridges special-
ized knowledge of autism that comes from abroad with their locally 
developed and situated ability to translate the tacit knowledge of their 
own social worlds to their autistic children. Philosopher and historian 
of science Enrico Valtellina provides a witty and incisive analysis of the 
diagnosis of Asperger’s Syndrome as both a classification and an event, 
drawing on Althusser’s  notion of interpellation to narrate his own 
changing relationship with the diagnosis. Roy Richard Grinker argues 
that the economic power of autism can be understood through the fig-
ure of the fetish—a sacred object set apart. In the discussant remarks 
that conclude the section, M. Ariel Cascio links the many meanings of 
autism to classic anthropological questions, exploring implications of 
“the autism concept” for debates on normality and abnormality, mind 
and body, socialization and enculturation, political economy, and social 
organization.

The volume closes with two sets of reflections by participants. 
Thomas Weisner shares insights from a long career at the intersection 
of psychological anthropology and the study of disability, tracing con-
nections between autism and the core concerns of psychological anthro-
pology: difference as both biological and social, the centralities of lived 
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experience, the intersection of vulnerabilities, the complexities of social 
and linguistic competence, the importance of daily routines for organiz-
ing family and community life, and the historical and institutional forces 
that structure all these things. Dawn Prince-Hughes closes out the vol-
ume with her lyrical and gently humorous meditations on the immediacy 
and messy power of connection between living beings.

1.4  broader themeS

The goal of this volume is to contextualize autism within a range of 
socio-political contexts, by illuminating the historical, cultural and eco-
nomic circumstances that lead to particular conceptualizations of autism 
and exploring the impact of these conceptualizations on the daily lives 
of those affected. The papers in this volume thus move beyond what 
Solomon and Bagatell (2010) have criticized as a tendency toward 
“less and less attention in autism research to phenomena that cannot 
be studied at the neurobiological or molecular level, such as human 
experience, social interaction, and cross-cultural variation,” (2) instead 
examining autism in the context of politics, economics, aesthetics, and 
citizenship. Pieces in this volume critically interrogate the construction 
of autism as both a subjective and objective category, while seeking to 
remain grounded in the lived experience of people for whom this cate-
gory organizes access to much-needed services, and/or provides a deeply 
meaningful way to make sense of life experiences. We attend to the his-
torical, economic, and socio-political conditions that hinder or foster 
such experiences. In doing so, we seek to elucidate some of the com-
plex and contingent ties between arenas too often oversimplified as “the 
global” and “the local” (Bemme and D’souza 2014). Authors in this 
volume engage with the ways in which autism spectrum conditions—
of all sorts, including the conditions under which autism can emerge 
as a coherent category—travel through different borders and contexts. 
They grapple with education and public health structures, self-advocacy 
and parent activism, the entanglement between experience and psychi-
atric knowledge/expertise, and the various forms of re-presentation and 
authorship afforded by these conditions.

At the heart of all of these processes is the ongoing work of meaning- 
making, and the works in this volume all engage with the question of 
meaning and its negotiations across a wide variety of contexts. The chap-
ters by Cascio et al. and Lima et al. compare culturally and historically 
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situated approaches to autism to show how meaning is not determined 
by a single type of rationality and logic, but is contextually and histor-
ically dependent. As pieces by Michael B. Bakan, Enrico Valtelina, and 
Freire Costa and Grinker explore, meaning is affected by who is speak-
ing and experiencing, and who is the audience. Meaning is not solely 
determined by available cultural content, but is created where that con-
tent is taken up through widely diverse modes of engagement with cul-
ture, as Fein’s chapter argues. Rios’s ethnographic study of Círculo da 
Esperança demonstrates how meaning-making activities around autism 
draw from sociocultural local worlds as well as from specialized knowl-
edge. Meaning-making activities are also materially based, shaped by eco-
nomic and geopolitical dynamics and flows that have a life of their own, 
and that do not always map onto the concerns of academic researchers 
or autism advocates, as Grinker incisively argues in his essay on the eco-
nomics of autism. Amidst these flows, in a world of connectedness, it is 
hard to distinguish purely “local cultural beliefs,” as powerful discourses 
and practices around autism spread all over the world. Instead, we heed 
Marcus’ (1998) call for multi-sited ethnographies, of which this book as 
a whole could be considered an example. He criticizes the “conventional 
single-site mise-en-scene of ethnographic research” and argues that “for 
ethnography […] there is no global in the local-global contrast […] The 
global is an emergent dimension of arguing about the connection among 
sites in a multi-sited ethnography” (83).

The quality of this connectedness has changed with time. 
Technological devices that have allowed for information to flow at a fast 
pace have also changed our sensibilities and traditional meaning-making 
processes. At the same time, there is still a unique generative power to 
sharing a bit of place and time—as we saw at the workshop itself. These 
pieces thus seek to explore the ways in which meaning-making is both 
fluid and situated.

As the volume slowly came together, we confronted a number of 
questions about how to translate a situated, polyvocal conversation into a 
series of traveling texts. We grappled particularly with questions of attri-
bution2: how should we credit “Gordon Peterson” and the many other 
autistic creators whose words have been folded into texts by neurotyp-
ical (or at least neurologically unmarked) authors who aim to amplify 
and re-present their expressions? How to include each other’s words 
in our own pieces, making space for the impact our discussants had on 
the shape, form, and contents of our papers? Like many other forms of 
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echolalia, these scholarly dequotatives evoke the complex ethics of repeti-
tion. We have made a series of choices here that balance the conventions 
of academic writing with a desire to honor the forms of expression that 
are silenced by such conventions; we acknowledge that a wide variety of 
other choices would also have been possible.

Time and place matter to the production and dissemination of knowl-
edge, and time keeps moving on. The chapters in this book have been 
written and the book edited and assembled between 2015 and 2018: a 
time when massive historical changes have continued in Brazil and in the 
United States. In both cases, the politics of health, and the role of states 
and societies in the maintenance of health of individuals and societies, 
has played a major role in the eruption of simmering political conflicts. 
In Brazil, the long historical process that led to Psychiatric Reform has 
been under intensifying pressures since democratically elected president 
Dilma Rousseff was removed from the presidency in 2016. This event 
initiated a long political crisis, aggravated by a deepening economic cri-
sis, that not only affected public policies around autism in Brazil but the 
very academic structure in which Brazilian scholars in this volume have 
been developing their research. In the United States, Donald Trump was 
elected president, ushering in a whirlwind of dismantled state programs, 
shifting geopolitical allegiances, and rising far-right nationalist violence. 
Our weekly phone meetings have continued, and our small talk has 
turned now to more urgent check-ins: How are you doing? How are you 
dealing? Are you safe? What have you come to understand differently, 
this week, about governance? And the reverberations of the workshop 
continue to extend outward in new ways: the video of our public meet-
ing continues to be shared across social media in Brazil, catalyzing con-
versations we could not have predicted. We hope this volume will also 
provide a venue for carrying these conversations forward into whatever 
the future holds.

noteS

1.  While most of the scholars with whom we had planned the event were able 
to attend, a few were in the end unable to join us. We’d like to particularly 
acknowledge Elizabeth “Ibby” Grace, Elinor Ochs, and Michael Orsini, 
who, while not able to be there in person, felt very much present in spirit.

2.  Thanks to Benjamin M. Gaddes, whose work editing these chapters put 
him into frequent contact with such choice-points, for emphasizing the 
significance of this issue.
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CHAPTER 2

Autism Policy and Advocacy in Brazil 
and the USA

Rossano Cabral Lima, Clara Feldman, Cassandra Evans  
and Pamela Block

2.1  introduction

Brazil and the United States have some commonalities concerning social 
policies and advocacy for people with autism during the twentieth cen-
tury as well as in the beginning of the twenty first century. Within both 
countries, medical rationales were once used to segregate people who 
would now get a diagnosis of autism into inhumane institutional set-
tings. In these two countries, powerful alliances of mental health profes-
sionals, family members of people on the autism spectrum, and (in some 
cases) autistic people themselves have fought to obtain full inclusion in 
society for autistic people. In both cases, a scarcity of resources availa-
ble to vulnerable populations, and disagreements about how to allocate 
these resources, have led to schisms between groups that ideally would 
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work collaboratively with each other. Finally, in both Brazil and USA, 
there are struggles over who gets to define what autism is, and thus to 
shape policy, delineate, and control services and grant (or deny) access to 
resources for treatment and research. However, these two countries have 
radically different political and economic histories, health systems, con-
ceptions of health, and ideals about the relationship between individuals 
and the state. Consequentially, as far as mental health and autism advo-
cacy is concerned, activist movements have taken very different forms 
and led to very different sets of contentions and controversies.

Psychiatric Reform and deinstitutionalization in Brazil took place 
within the formation of the Sistema Único de Saúde (Brazilian Unified 
Health System—SUS). The SUS arose within a larger reform in the 
health system, also known as the Sanitary Reform, which began to take 
shape in the mid-1970s, but was only fully consolidated by the end of 
the 1980s. This reform grew out of a widespread social movement, 
involving different sections of society that were brought together during 
the struggle to restore democracy after a long period of military dicta-
torship. Politically and ideologically, the health reform adopted the view-
point that health is not “an exclusively biological issue to be resolved 
by medical services, but a social and political issue to be addressed in 
public” (Paim et al. 2011, 1784). This widespread debate and politi-
cal mobilization around health led to the incorporation of the right to 
health in the 1988 constitution. The notion of health as a citizen’s right 
laid out the foundations of the SUS, which translated into three basic 
principles—universality, integrality, and equity. Together, these principles 
aim at amplifying access to health care to all Brazilian citizens (universal-
ity), while taking into account the different needs and life conditions of 
the populations served (equity) and the wide range of possible actions 
for health promotion (integrality). As a result of this history, psychoso-
cial, communitarian, and political projects are fundamentally and explic-
itly intertwined with health service provision in Brazil.

The assumption that mental health professionals are involved in 
social, political, and activist projects as an intrinsic part of their profes-
sional practice is less prevalent within the United States. In the U.S. 
case, the federal arm of mental health care is organized around a form 
of bioscience primarily geared toward removing diseases through inter-
vention on the body; the Vision Statement of the National Institute of 
Mental Health, for example, reads simply “NIMH envisions a world in 
which mental illnesses are prevented and cured” (National Institute of  
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Mental Health, n.d.). Public and private funding tends to prioritize 
research into the presumed neurogenetic causes of autism, with a focus 
on prevention and cure, often at the expense of funding social, voca-
tional, and community supports for people living with autism (Singh 
2015). Activist and advocacy programs thus find themselves in conflict 
with clinical agendas in their attempts to build community and raise 
awareness of the psychosocial needs of people on the autism spectrum. 
Meanwhile, however, these activist movements also tend to ideologically 
foreground issues of personal rights and autonomy, even as they also 
advocate for health as a collective good.

In both cases, arguments about fundamental human rights have 
been central to political advocacy around mental health reform move-
ments. In the United States, mainstream mental health reform has taken 
place within a broader framework of political and civil rights; in Brazil, 
the political activism that accompanied the redemocratization period in 
the last decades has more explicitly connected political and civil rights 
with social and economic rights, such as the “right to health.” In other 
words, while in the US the most significant political movements have 
concentrated on safeguarding individual liberties from external coercion, 
in Brazil, social movements came together during that period to fight 
both for individual liberties and for the public services that are essen-
tial to freedom and agency, such as the right to health care, education, 
food, and employment, among other things. However, in both settings, 
scarcity of funding and limitations on resources have led to difficulties 
in honoring these rights in practice; many of the controversies around 
autism treatment arise out of these gaps between assumed human rights 
and the social resources necessary to honor them.

In what follows, we will show how these different conceptions of 
health, personhood, and citizenship have promoted different sets of alle-
giances and conflicts between different sectors of autism communities, 
by comparing the history and “lay of the land” of autism advocacy in 
the US and Brazil. To achieve its objectives, this chapter initially presents 
the processes of institutionalization and deinstitutionalization of disabled 
and mentally ill people in USA, as it is a major step in the task of under-
standing the construction of the current status of autism. After that, we 
introduce the middle-twentieth century figure of the “exceptional child” 
(with mental deficiency) in Brazil as well as Brazilian Psychiatric Reform 
and its twenty-first century impact on people with autism. Finally, we 
point out the tensions among different mental health, educational and 
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disability studies approaches to autism in both countries. By providing a 
comparative history and the current state of affairs, we aim to show what 
the two countries have to teach and learn from each other.

2.2  twentieth century inStitutionalization in the 
uSa 

From the early to late twentieth century in the United States, approaches 
to psychiatric and mental disabilities were largely characterized by exclu-
sion, warehousing, experimental surgeries, tentative treatments, and 
physical restraints.1 The congested urban asylums that contained peo-
ple then considered mad and feebleminded created social problems 
in larger metropolitan areas like Chicago, Philadelphia, Boston, and  
New York and provided the impetus for mental hygiene planners to con-
sider non-urban alternatives. For this reason, the overcrowding in city 
asylum populations gave way to the creation of farm colonies for the fee-
bleminded, insane, and nervous (Rembis 2011).

It is likely that these institutions contained many people who today 
would be on the autism spectrum. What would now be considered 
autism was then conflated with feeblemindedness and/or mental retar-
dation (MR) (Eyal 2013), thus placing Autistic people under the same 
constraining approaches that were used for those conditions at the time. 
As late as 1942, Kanner labeled people who would today be on the 
spectrum as feebleminded and idiotic, even though he championed for 
their rights and advocated against eugenics and euthanasia (Kliewer and 
Drake 2013). Furthermore, though many asylum residents were com-
mitted for less grave afflictions, the majority of these populations were 
identified with schizophrenia, and what was then considered as child-
hood schizophrenia would most likely be considered autism nowadays, 
as Bleuler named and identified schizophrenia in 1911 and Kanner 
would not introduce autism as a psychiatric category until 32 years later. 
This diagnosis sealed the fates of individuals, consigning them to endure 
the most experimental of treatments and harshest of restraints. “Once a 
child diagnosed with autism or childhood schizophrenia was placed in 
a state hospital, he or she was no longer treated as a child” (Silberman 
2015, 208). The same experimental drugs, ECT, and insulin therapy 
used for psychosis were also used on autistic children. In 1950, the first 
discovery of neuroleptics—anti-psychotic medicines—was recorded. 
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Subsequent research trials and experiments with these drugs persisted in 
mental hospitals throughout the United States in the 1950s (Silberman 
2015).

By the mid-1940s, US mental hospitals recorded the highest number 
of patients both in its own history, and in the world overall. However, 
at the same time, legislature and federal funding were moving toward 
finding alternatives to institutions and to the dangerous interventions 
in use there. In 1946, President Truman passed the National Mental 
Health Act. Originally a response to advocacy on behalf of veterans with 
mental health needs, the Act paved the way for establishing the nation’s 
National Institutes of Mental Health (NIMH). Three years later, in 
1949, NIMH became a formal institute aimed at furthering a commit-
ment to mental health research (NIMH 2017). Following that, United 
States Public Law 84–182 created the Mental Health Study Act of 1955 
(NIMH 2017). This mandated reevaluating causes and effects of men-
tal illness, requiring that investigators consider economic and social vari-
ables as aggravating factors during their research as well (Hinshaw 2007; 
NIMH 2017).

In 1959, the U.S. Mental Health Act was passed. The Act outlined 
involuntary commitment procedures and established psychiatrists’ 
authority to declare individuals as insane and be held for initial obser-
vation in 72- and 24-hour time frames. Shortly afterward, in the 1960s 
and 1970s, once the successes of Thorazine in hospitals were fully 
acknowledged, widespread use of the first-generation neuroleptics/ 
anti-psychotics to treat psychosis, schizophrenia, and autism became 
common (Silberman 2015), and hospitals experienced quieter patients 
and fewer admittances.

2.3  the cultural context of deinStitutionalization 
in the uSa

President Kennedy passed the Community Mental Health Centers 
Construction Act in 1963, shifting funding priorities from building more 
hospitals to community care (Hinshaw 2007). At the height of institu-
tionalization, before pharmacological therapy became prevalent, the 
country estimated institutionalizing 560,000 individuals. The United 
States’ effort to deinstitutionalize reduced the number of psychiatric 
beds in state mental institutions from 560,000 to 45,000 or more than 
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half a million beds—a 95% release rate in the short decades spanning the 
mid 1950s to early 1970s (Hinshaw 2007; Johnson 2014).

Rights of the mentally ill and other groups were bolstered by phar-
maceutical advances, public advocacy, and the broader cultural shifts that 
characterized the USA in the 1960s. At the same time that this movement 
gained momentum, civil rights protests fought for humane treatment of 
women, racial minorities, and people with disabilities. Social commen-
tators like Szasz,2 Foucault, and Goffman focused attention on the ways 
in which insanity could be understood as deviation from social norms. 
The publication (1962) and then the film (1975) of Ken Kesey’s book  
One Flew Over the Cuckoo’s Nest depicted diagnosis and hospitalization 
as the violent imposition of repressive constraints upon nonconformists 
whose creative energies challenged the status quo. Deinstitutionalization 
therefore took place within a broader political and cultural ethos that 
emphasized the liberation of the autonomous individual from oppressive 
social organizations. Additional indirect forms of action were at play as 
well.3 For example, William Gronfein (1985) stresses that at the same 
time the American government was beginning to look at mental health 
differently because variables like Medicaid and Medicare were paying for 
community-based treatments.

Sadly, thousands of patients or “residents” were still found experi-
encing squalid conditions in modern-day America. As late as the 1970s, 
when a popular American talk show host Geraldo Rivera exposed 
Willowbrook State School in Staten Island for savage, sub-human condi-
tions, the United States was forced to look at its institutionalization pro-
cedures again. Opened in 1951, Willowbrook was a public hospital for 
children with developmental disabilities. While anti-psychotics and psy-
chosurgeries designated for the mentally ill would typically not be pro-
tocol for this population, reports uncovered abusive medical experiments 
injecting the children with hepatitis, terrible overcrowding, restraints, 
and disease rampant in this institution (Carlson 2010; Johnson 2014). 
Rivera likened the scenes and inhumanity to “America’s Nazi concentra-
tion camps” (Carlson 2010, 131). Public response to the discovery was 
so severe that the hospital endured a class action lawsuit and was forced 
to close shortly thereafter. This tragedy spurred the National Research 
Act in 1974 and gave impetus for the Belmont Report, which influenced 
university review boards to require strict ethical standards for projects 
with human subjects (Johnson 2014). It also furthered what had by then 
become a national movement to deinstitutionalize individuals living with 
intellectual, developmental, and psychiatric disability.
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The ideological commitment to freeing people from institutions in 
the United States has not been accompanied by a similar commitment 
to providing the resources and support necessary for community and 
family care. Though the time was culturally ripe for a shift toward liber-
ation from institutions, the national ambivalence toward providing fund-
ing manifested in ongoing shifts in funding levels between presidential 
administrations. While Presidents Kennedy and Johnson established a 
network of Community Mental Health Centers to provide community 
care, President Nixon’s presidency eliminated much of the funding for 
these centers. The Carter administration worked to undo the funding 
reductions only to be reversed by the next round of cuts in services and 
supports by President Reagan. Because of funding lapses in the 1980s, 
many of the half million individuals were left without social supports, like 
job search assistance, medication and, for some, housing. “By the end of 
the twentieth century, community facilities in New York City evidenced 
the squalor and neglect formerly associated with large state hospitals” 
(Hinshaw 2007, 80). The 1980s then saw an unprecedented increase 
in jail and prison populations. (Hinshaw 2007; Ben-Moshe 2013; 
Luhrmann 2007).4

Escaping the grips of unregulated and unseen abuses in American 
institutions thus came with its benefits and its pitfalls. The social and 
political movements that urged for better treatment of confined and 
committed individuals also resulted in additional pressure and unan-
swered questions for caregivers. Along with the desirability for deinsti-
tutionalization and normalization came enormous pressures on parents 
who were now in charge of community care:

The absence or deterioration of both community and institutional sup-
ports leaves families as exclusive providers of ongoing care for disabled 
relatives. This structural failure to recognize the uncompensated labor of 
familial caregivers contributes to untold hardships on an individual level. 
The families of disabled children, like those who care for the chronically 
ill, the elderly, or people with severe mental illnesses, have few options for 
their continuing care. (Silverman 2012, 123)

The shift in policy toward an emphasis on decentralized community- 
based alternatives was justified not only by the belief that it was more 
humane, but also by the belief that it would save money. The push to get 
people out of institutions was not matched by resources needed to sup-
port them well in the community, where they were not always welcome. 
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Essentially, the release of disabled individuals—whether psychiatrically, 
developmentally, or cognitively disabled—resulted in an abundance of 
unsupported people into the community.

2.4  deinStitutionalization and the emergence of the 
autiSm “criSiS” in the uSa

Eyal (2013) notes that it was the combination of deinstitutionaliza-
tion with parental involvement that produced the epidemic of autism. 
Deinstitutionalization meant that old categories from the custodial era 
were replaced with new ones. The categorization of moron, feeble-
minded, idiot, imbecile, became mentally deficient, educable, trainable, 
or untrainable, which then in the community became mildly, severely, or 
profoundly mentally retarded. This happened “while creating instead a 
new institutional matrix—community treatment, special education, and 
early intervention programs—wherein autism could be identified, dif-
ferentiated, and multiplied” (Eyal 2013, 868). Parents working in the 
community and advocating for community treatment, interventions, 
and new curriculum also became contributors to knowledge produc-
tion about their own children. They no longer relied solely upon the 
“experts” to collect data from within the institutions. They were able to 
contribute their “expertise” to developing new knowledge systems. Eyal 
concludes that this was not previously possible “within the institutional 
matrix of custody” (879). Children who present as autistic would not 
be recognizable in the confines of an institution—“mental deficiency” 
was a homogeneous category that ignored nuances of a spectrum. Now, 
given the parents’ recognition as part of a team of authorities— including 
teachers, therapists and psychologists—and the non-custodial nature of 
treatments, efforts to habilitate, rather than restrain or cure, offer the 
potential for discovering effective means of communication and accept-
ance for people with autism.5

However, parents did more than become partners with professionals 
in identifying and diagnosing children—they also fought passionately 
to identify supports and resources for their children, often under con-
ditions of significant scarcity. In order to achieve this, the autistic child 
(or, in what became a more widely accepted phrasing, the child with 
autism) emerged as a significant figure of concern in the United States. 
Special education and medical service systems proliferated as more and 
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more children received the autism diagnosis, and through it became eli-
gible for these services. The majority of funding and resources devoted 
to autism spectrum conditions, in the United States, focused on detec-
tion, diagnosis, and early intervention and treatment for autistic chil-
dren, much of it taking place within public education system. Far fewer 
resources were available for these children once they became adults and 
aged out of the school system (Gerhardt and Lainer 2011). The conse-
quence was a dramatic rise in diagnosed cases of autism, accompanied 
by a shortage of social roles and acceptable life paths for autistic people. 
Suddenly there was an autism crisis, an epidemic. What had previously 
been invisible was suddenly an all-too-visible threat.

Public education and supports were guaranteed to disabled children in 
the US through the passing of Education for all Handicapped Children 
Act (EHA) and the Developmental Disabilities Assistance and Bill of 
Rights Act (DD Act) in 1975 (Weigerink and Pelosi 1979). The DD act 
focused on supporting three disability populations: autism, cerebral palsy 
and MR. At first, the services and educational supports provided were 
more beneficial to those with intellectual disability, as there were estab-
lished treatments for this population. Elaborated services specifically for 
autistic children and adults were not developed until the 1980s. In fact, 
it was not unusual for autistic children to be  as MR, as this was seen as 
a more hopeful diagnosis, with more treatment options available. Autism 
was also a diagnosis with some stigma attached to it due to assumptions, 
then in vogue via popularized forms of psychoanalysis, that the disorder 
developed as a result of cold and rejecting parenting. If mothers did not 
seem to fit the model of “refrigerator mother” associated with this the-
ory, the children were more likely to be classified as MR.

Many parents understandably rejected the “refrigerator mother” (and 
father) theory of autism, and looked for alternative explanations that 
foregrounded biological over psychosocial causes. One highly influential 
parent researcher (Rimland 1964) directly opposed this thesis by devel-
oping his own theories about autism’s cause, first identifying that autism 
had neurogenetic origins and later proposing exposure to environmen-
tal toxicity as a significant factor. Rimland’s (1964) approach had a huge 
impact on the way autism was perceived and treated in the United States, 
in ways still very apparent today. Outgrowths of Rimland’s approach 
include the anti-vaccination movement, which is still very alive and 
well, though the supposed scientific basis for this was proved fraudulent 
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(Wakefield 1998). Nevertheless, these remaining constituents continue 
subjecting children and their environments to interventions aimed at 
limiting or extract the toxins, such as lead, mercury, and gluten from 
the child’s body. Some of these interventions are benevolent or neutral, 
but others are quite dangerous, such as bleach purges or chemical castra-
tion reminiscing days of experimental treatments tested upon the insane 
(Food and Drug Administration 2015; Rivera and McDaniel 2013; 
Tsouderos 2009). Organizations such as Autism Speaks and Defeat 
Autism Now (now renamed the Autism Research Institute, in response 
to concerns raised by the autistic community) grew out of the interven-
tion approach.

In the context of significant cultural ambivalence around dependency 
and the welfare state, the locus of the identified problem became the 
autistic body rather than the psychosocial context of the autistic person. 
As Broderick (2010) has analyzed, the rhetoric of many parent advocacy 
groups increasingly linked the urgency of the challenges facing autistic 
people and their families to ideas of autism as a biomedical disease best 
treated through medical practice (rather than, for example, education), 
a conceptualization which itself became connected with metaphors of 
autism as an abductor and autism as “the enemy.” Intervening biologi-
cally to prevent or cure autism became a major focus of both public and 
private initiatives, while funding for social and community supports con-
tinued to lag behind (Singh 2015).

The major controversies around autism in the United States today 
were born out of this historical set of circumstances, shaping the form 
they take. These controversies are characterized by contentious battles—
among researchers, clinicians, parents, and increasingly, autistic people 
themselves—over the causes of autism and solutions to it. Is autism as 
we know it today a new condition, a crisis brought about by modern 
environmental toxicities, or has autism always been a part of humanity? 
Is autism necessarily a life-destroying tragedy, or can it be considered 
a form of human diversity that brings challenges and benefits? Should 
money be spent on prevention research or on helping autistic peo-
ple better live their lives? What is the best way to help autistic people 
develop their independence and sense of autonomy? These issues arise 
out of a sociocultural context in which liberation of the individual from 
constraint and oppression is focal, and the psychosocial needs that per-
sons might have from the community around them are less clearly fore-
grounded and less fully elaborated.
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Brazil’s debate on autism and the constitution of a service system have 
developed along very different historical and ideological lines that have 
greatly influenced the educational and treatment trajectories for autistic 
children—and led to a different set of disputes, focused instead on the 
responsibilities of the Brazilian state toward its citizens and their right to 
health.

2.5  “excePtional children” and the firSt autiStic 
aSSociationS in brazil

In order to better understand the historical background for autism ser-
vices in Brazil, it is necessary to go back to the first half of the twentieth 
century. While Leo Kanner and Hans Asperger were formulating theories 
about autism in the United States and Austria in the 1930s and 1940s, 
the first initiatives in Brazil to provide assistance to “exceptional chil-
dren” were being developed by Associação Pestalozzi. Sociedade Pestalozzi 
was incorporated in 1932, in Belo Horizonte—State of Minas Gerais—
by a group of physicians, educators, and religious people, under the lead-
ership of a European émigré, psychologist and educator Helena Antipoff 
(1892–1974). In the mid-1940s, Antipoff moved to Rio de Janeiro and 
created a national headquarters, the Sociedade Pestalozzi do Brasil (Block 
2007; Block and Cavalcante 2014; Campos 2003).

Among the many children who were educated by the association, 
there were children that would, nowadays, be diagnosed as autistic, 
despite not being described as such at the time. The organization pro-
moted a combination of educational and therapeutic strategies from the 
fields of Education and Health, and also stressed the specialized train-
ing of professionals and parents (Block 2007; Block and Cavalcante 
2014; Campos 2003). Similar to the term “special” in the US, the term 
“exceptional” is currently under critique in Brazil as a term of patron-
izing and pejorative difference. However, the term was brought into 
use by Antipoff in the 1930s to provide a better alternative than other 
commonly used terms of this era, such as “abnormal,” “subnormal,” 
“retarded” and “deficient” (Block and Cavalcante 2014).

In the 1950s, with Antipoff’s encouragement and support, a number 
of parents with intellectually disabled children, first in São Paulo and Rio 
de Janeiro, and quickly in other parts of the country, formed mutual sup-
port groups. In 1954, Beatrice Bemis, an American mother of a child 
with Down Syndrome, visited Brazil to speak about the US organization 
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ARC (then known as the Association for Retarded Children), a model 
for organizing groups of parents of intellectually disabled children. 
Modeled on the ARC movement in the United States, these Brazilian 
support groups eventually became the Associação de Pais e Amigos de 
Pessoas Excepcionais (Association of Parents and Friends of Exceptional 
People—APAE). APAE had the goal of providing assistance, mainly edu-
cational, to “mentally disabled individuals” (Block 2007).

Lack of state support for these vulnerable groups led to the mobili-
zation of such parent advocacy groups and resulted in the prolifera-
tion of private associations, organized along APAE’s model, and whose 
main purpose was to provide education, social and therapeutic assistance 
to children and adults with disabilities (Block and Cavalcante 2014). 
Throughout the twentieth century, APAEs and Pestalozzis continued 
growing in number. By the end of the twentieth century, there were a 
few hundred Pestolozzi societies, but there were well over one thou-
sand APAES (Block 2007; Cavalcante 2003). However, as in the United 
States, the concept of autism was still not a central organizing force in 
this movement, being generally combined with MR and other disability 
conditions.

Autism gained visibility in Brazil when the first Associação de Amigos 
do Autista (Association of Friends of Autistic Individuals—AMA) 
emerged, in the early 1980s in the state of São Paulo, composed of a 
group of parents who had the goal of providing assistance, develop-
ing expertise, and helping autistic individuals (Mello et al. 2013). This 
association has developed awareness campaigns aired on television, and 
promoted workshops, congresses, and international interchange pro-
grams. These programs recruited foreign professionals to contribute to 
the training of parents and professionals, and inspired the establishment 
of a network of services and other associations. In 1988, the Associação 
Brasileira de Autismo (Brazilian Association of Autism—ABRA) was cre-
ated from 5 Brazilian states’ AMAs (São Paulo, Rio de Janeiro, Minas 
Gerais, Sergipe and Distrito Federal). The AMA became a pioneer in 
supporting the cause of autism, by building a kind of expertise adapted 
to the demands experienced by many families, and by aligning practical 
and politic actions that contributed to new paths for autism in Brazil.

At the same time that these autism associations grew and gained 
political strength in different parts of Brazil, another social move-
ment, Psychiatric Reform, was taking its first steps, demanding changes 
in the provision of psychiatric care on regional and national levels.  
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For many years, both movements developed parallel to each other, with 
little or no interlocution between them. Only from the beginning of the 
twenty first century would their agendas intersect.

2.6  the brazilian PSychiatric reform movement

These developments occurred in the context of major political shifts in 
Brazil. In the 1980s, Brazil went through a period of re-democratization, 
marked by the redefinition of State’s responsibilities to citizens and a 
new set of commitments to equality and to the welfare state, culminating 
in the enactment of the 1988 Federal Constitution (Couto and Delgado 
2015). These changes extended to the relationship between psychiatric 
patients and treatment systems. During the same period, the Brazilian 
Psychiatric Reform movement was growing, causing a change in cultural, 
technical, and therapeutic paradigms concerning insanity and its treat-
ment.6 The Mental Health Professionals Movement, which started at 
the end of the 1970s, expanded in the following decade, encompassing 
psychiatric patients and their relatives and resulting in changes in public 
psychiatric assistance. Large-scale hospitals, which used to be the symbol 
and the core of psychiatric treatment, were being challenged and the era 
of deinstitutionalization began.

During the Brazilian civilian-military dictatorship (1964–1985), there 
had been a significant growth of private, government-funded, psychiatric 
hospitals. These hospitals coexisted with the huge Brazilian state-owned 
urban asylums or farm colonies, most of them built at the beginning of 
twentieth century (Resende 1987). In the late 1970s and early 1980s, 
as government censorship became less of a problem, reports of precar-
ious living conditions in hospitals, such as in Barbacena, Minas Gerais 
and in Jacarepaguá, Rio de Janeiro, were made public by newspapers and 
TV news stations (Firmino 1982; Hidalgo 2011; Arbex 2013). Thus, 
mental health workers, relatives of mental patients, and the general 
public learned about these Brazilian “concentration camps”—so called 
by the Italian psychiatrist Basaglia in 1979—and this public knowledge 
gave political momentum to the Movimento da Luta Antimanicomial 
(Psychiatric Deinstitutionalization Movement) and the Psychiatric 
Reform process. From the 1990s, this process became the new official 
Brazilian mental health policy (Bezerra 1994; Tenório 2001), and since 
then the government mental health budget has been gradually shifted 
from psychiatric hospitals to a network of communitary services.
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As Amarante (2007) highlights, the psychiatric reform process  
questioned not only the institutions that dealt with madness, but also 
the whole knowledge and practice framework within which they were 
embedded. To better understand the influences that constituted the 
Brazilian Psychiatric Reform, it is worth clarifying that ideally the trans-
formation should go beyond the restructuring of services. One major 
epistemological influence on Brazilian Psychiatric Reform was the above-
quoted Franco Basaglia—head of the Italian Democratic Psychiatric 
Movement. Basaglia critiqued the way that psychiatry equated mental 
disease with a natural object, thus relegating the person experiencing the 
condition and his or her social environment to the background. While 
classic psychiatry disregarded the person in order to deal with disease, 
Basaglia’s proposal was to place the “disease in brackets,” (Amarante 
2007, 66) so that one could focus on the person living the experience, 
something that may be interpreted as an epistemic attitude. (For more 
information about Basaglia and the Italian Democratic Psychiatry, we 
refer readers to Cascio, Andrada, and Bezerra Jr., in this volume.)

In line with Basaglia’s theoretical principles and practical experiences 
of deinstitutionalization in Italy, many local examples of alternatives to 
psychiatric hospitalization confirmed the possibility of building novel 
approaches for dealing with insanity. For example, in 1989, in the city of 
Santos, State of São Paulo, the municipal government intervened in the 
local asylum, Casa de Saúde Anchieta, and served as a model for encour-
aging the expansion of communitarian daily care of people with severe 
mental disorders in Brazil (Amarante 1998; Tenório 2001). However, 
despite the existence of several reform movements for over 20 years, the 
official acknowledgment of the Brazilian Psychiatric Reform process only 
took place, from a legal standpoint, in 2001, by means of Law 10.216. 
This law provides for the protection and rights of people affected by 
mental disorders, and reorients their mental health care, prioritizing 
treatment carried out through community-based services.

Brazilian Psychiatric Reform enabled extremely significant changes 
by means of the gradual closure of psychiatric hospitals and the build-
ing of substitute services. An important piece of this process was the 
development of Centros de Atenção Psicossocial (Centers for Psychosocial 
Attention—CAPS), Day-Hospitals, Community Centers, working coop-
eratives and Therapeutic Residences (collective housings for patients 
coming out of extended psychiatric hospitalizations), as elements com-
posing the gradual substitution of total institutions. Among these, the 
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Centers for Psychosocial Attention are especially significant. CAPS are 
non-mandated open day services, located in the communities where 
the patients live, and are responsible for providing assistance to people 
with severe and persistent mental disorders, while looking to maintain, 
strengthen, and preserve users’ social ties.7 Initially, the CAPS prior-
itized adult patients, especially those coming from extended psychiatric 
hospitalizations or those who manifested their first crisis, so as to avoid 
their admittance in psychiatric hospitals. Autism did not fit into any of 
these criteria since it is almost always diagnosed in childhood and it is 
often misrecognized as schizophrenia or MR in undiagnosed adults. As 
a result, it was not included in the Psychiatric Reform’s agenda until the 
end of the twentieth century.

2.7  the riSe of caPSi and itS imPact on autiSm care

Between the first and second decades of the twenty-first century, 
autism became more prominent in the mental health field, due to a 
greater emphasis on child mental health in public policies. During the 
III National Conference of Mental Health that took place in 2001, 
attended by professionals, managers, users, and their relatives from all 
over Brazil, childhood and youth mental health was for the first time 
discussed as a specific topic (Brasil 2002). The result was a proposal to 
create a service network to focus attention on the issue. The Centros de 
Atenção Psicossocial Infanto-juvenis (Centers for Psychosocial Attention 
for Children and Youth—CAPSi) were developed as the central sys-
tem through which services for youth would be coordinated, working 
together closely with other sectors, such as education, social welfare, 
legal and advocacy (Brasil 2004). After the enactment of Ministry of 
Health’s resolution 336, in 2002, which regulated several modalities 
of CAPS, among them, CAPSi, a slow, but progressive expansion in 
the number of these service centers has taken place. There were 76 in 
2006, 101 in 2008, 128 in 2010, and 201 in 2014 (Brasil 2015). Such 
centers tend to be located in medium-sized and large cities and, at least 
in some regions of the country, provide services for a significant num-
ber of autistic individuals. A survey carried out in 2011 in 14 CAPSi 
of Rio de Janeiro’s metropolitan area showed that 35% of the patients 
using these services were diagnosed with autism (Lima et al. 2017). 
Surveys evaluating CAPSi from other regions of Brazil indicated a pres-
ence of Developmental Disorders (according to ICD 10), which include 
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autism, ranging from 14.2% (Hoffman et al. 2008) and 16.2% (Delfini 
et al. 2009) to 27.5% (Ronchi and Avelar 2010). The majority of Rio 
de Janeiro’s CAPSi offer individual and collective spaces of treatment to 
children and adolescents, including those with autism and other kinds 
of disorders (a minority offer exclusive spaces or schedules for autistics), 
make home visits and provide individual or collective family care.

While CAPSi seeks to provide integrated psychosocial attention, 
recent studies have indicated some significant limitations to the services 
provided. Little emphasis is placed within these services on systematic 
inter-sector partnership for shared care strategies, as a way of expand-
ing the social inclusion for people with autism (Lima et al. 2017). 
Visani and Rabelo (2012), based on research with medical records 
from several CAPSi, reported that the treatment of autistic children 
begins late due to lack of early detection programs and delayed diag-
nosis by other health professionals, resulting in delay in referrals to 
CAPSi.

Lima et al. (2014), in a focus group-based research, found that fam-
ilies affected by autism had both praise and criticism for CAPSi. The 
families praised the speed with which they were able to obtain treat-
ment through CAPSi after a “pilgrimage” through others services, and 
they point out their children’s improvement, valuing CAPSi as space of 
socialization. But some criticized a lack of “focus” of the clinical ser-
vices, and demanded more specific treatments for autism. Families com-
plained about the high turnover in staff and highlighted the difficulties 
in continuing treatment for autistics once they become adults. Moreover, 
most parents considered the frequency and duration of therapies to be 
insufficient, and highlighted the structural precariousness of some CAPSi 
(regarding the upkeep of the facilities, size and number of attendance 
rooms, lack of telephone, transport, and medicines, etc.). At the same 
time, family members emphasized the support they receive by the ser-
vice’s team, but many of them complained about the lack of information 
on the children’s disorder, leading them to seek and share knowledge on 
the web. According to Lima et al. (2017), the vast majority of CAPSi of 
Rio de Janeiro’s metropolitan area reported that they do not maintain 
relations with autistic family associations. Despite not being present in 
all geographic areas covered by CAPSi, these associations play a key role 
in Brazil nowadays; the gap between them and CAPSi suggests that the 
ideal of collaboration and dialogue articulated within the philosophy of 
Psychiatric Reform has not been fully realized.
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Many of the controversies currently brewing over autism care in Brazil 
arise out of such difficulties of implementing comprehensive, integrated, 
psychosocial care under conditions of significant economic scarcity. 
Within psychiatric reform, the “right to health” was adopted in part as 
a mechanism for bringing about more widespread social transformation. 
However, these political transformations were taking place in the con-
text of global neoliberal reforms and increasing income inequality. Biehl 
(2005) observes that “these prominent discourses on human rights and 
the practices of citizenship as related to health coincided with […]the 
reduction of public health funding as a result of the country’s economic 
and political transformations” (130). While the ideals of psychiatric 
reform emphasize inter-sectoral collaboration and full access to services 
sufficient to produce universal health, in practice, these ideals are diffi-
cult to comprehensively attain. Parents who have become frustrated with 
the services available through CAPSi have begun to pursue the right to 
health through alternative channels. Recently, this has involved fighting 
to redefine autism from a problem of “social suffering” to a disability, 
adopting an increasingly global discourse of disability rights to marshal 
new resources for care.

2.8  tenSionS and miSunderStandingS involving 
Parent activiStS, mental health and rehabilitation 

ProfeSSionalS in brazil

In the beginning of the twenty first century, the health status of disa-
bled people was brought into the spotlight in Brazil. The ratification by 
the Brazilian Government, in 2009, of the Convention on the Rights of 
Persons with Disabilities, enacted by the UN in 2007, inspired the devel-
opment of the Plano Viver sem Limites (Living Without Limits Plan). 
This plan encompassed 15 federal agencies and coordinated actions 
focused on persons with disabilities in the areas of health, education, 
accessibility, and social inclusion. As part of this Plan, the Health Care 
of People with Disabilities Network was created within SUS, Brazil’s 
Unified Health System (Brasil 2012a).

Parents of autistic children, who had been advocating for the rights of 
their children for a long time, also benefited from the growing attention  
to the rights of persons with disabilities. In 2012, as a direct result of 
parent activism, the Law 12764 of 2012, also known as the “Autism 
Act” or “Berenice Piana Act” (in honor of a family member who first 
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worked to submit the bill), officially brought autism to the scope of the 
Living Without Limits plan. This act instituted the Protection Policy of 
the Rights of Persons with Autism Spectrum Disorder. For legal pur-
poses, persons with ASD were officially designated as persons with dis-
abilities, being extended the same rights given to the latter by other 
pre-existing Brazilian laws. The guidelines of the new law include an 
emphasis on collaboration between service sectors, the participation of 
the community, focused attention to health services provision (includ-
ing early diagnosis, multi-professional services, and access to medicine 
and nutrition services), access to employment, the dissemination of 
public information about the condition, and incentives for the training 
of professionals and for scientific research. With respect to the educa-
tion sector, the law ensures the right to schooling in a regular classroom 
and, whenever necessary, to specialized paraprofessional support (Brasil 
2012b).

Meanwhile, the Brazilian Autism Association (ABRA) pressured 
the Ministry of Health into developing a protocol to regulate assis-
tance to persons with autism in Brazil. At the end of 2011, a working 
group dedicated to this subject was formed. The group included the 
Ministry’s Office of Mental Health and Office of Health Care of People 
with Disabilities, professionals and managers of the public health sys-
tem, professors and university researchers and representatives of fam-
ily associations. After a few meetings, however, internal disagreements 
in the Ministry caused a division into two groups, one coordinated by 
the Office of Mental Health (Brasil 2013b) and another coordinated 
by the Office of Health Care of People with Disabilities (Brasil 2013a). 
The Ministry ended up publishing two separate documents simultane-
ously, with health policies designed for the same audience—persons with 
autism.

In spite of several similarities and the participation of ABRA repre-
sentatives in the drafting of both, there are some differences between 
them. The document produced by the disability network is closer to 
ABRA’s initial charge, which leaned toward a specialized approach to 
service provision for autism within the public sector. It prioritizes indi-
cators and screening instruments for the identification of developmental 
delays, in addition to suggesting habilitation and rehabilitation strat-
egies in the health network for people with disabilities. The document 
written by the mental health network, although also presenting crite-
ria for the early identification of risks for developing Autism Spectrum 
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Disorders, emphasizes the organization of the Psychosocial Support 
Network for the assistance of people with autism, in addition to includ-
ing a chapter about interprofessional practice within education, social 
support, and policies for people with disabilities (Oliveira et al. 2017). 
Overall, the mental health document emphasizes an inclusive approach 
to service provision, following the philosophy of the Sistema Único de 
Saúde (Unified Health System—SUS), which adopts a more holistic con-
ception of health. In fact, integrality, one of the key principles of SUS,  
represents, among other things, criticism of a growing tendency toward 
overspecialization within the health sector.

The existence of two official documents targeted to the same audience 
not only evidenced alliances and antagonisms between parent activists 
and different sectors of public health system, but has also caused prac-
tical problems, including an overlapping of policies and resources des-
tined to the same target audience. After discussions within the Ministry 
of Health, specifically within the field of mental health, a committee was 
instituted with the purpose of coordinating actions of both the mental 
health and the disability network. Between 2013 and 2016, this com-
mittee met once or twice a year, and was composed of members of the 
Ministry of Health and the authors of both documents, in addition to 
invited participants connected with key associations and social move-
ments, such as the Movimento Psicanálise, Autismo e Saúde Pública 
(Psychoanalysis, Autism and Public Health Movement—MPASP), and 
the Associação Brasileira para Ação por Direitos da Pessoa com Autismo 
(Brazilian Association for Rights of People with Autism—ABRAÇA). 
The establishment of this committee was an attempt to overcome the 
different conceptions and strategies existing in the fields of disability and 
psychosocial attention.

The participation of MPASP in the Ministry of Health’s committee 
must be understood in the context of the significant role played by psy-
choanalysis in the Psychiatric Reform. Representing one of the pillars of 
the psychosocial attention, along with the Italian Democratic Psychiatry, 
the psychoanalytic tradition is even stronger in relation to child/youth 
mental health. English-speaking authors such as Melanie Klein and Donald 
Winnicott were initially among the most influential scholars for Brazilian 
psychoanalysts and mental health professionals. However, they were 
gradually replaced by those who spoke French, following the line estab-
lished by partners or followers of psychoanalyst Jacques Lacan, such as 
Rosine and Robert Lefort, Maud Manonni, Éric Laurent, Virginio Baio,  
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Alfredo Zenoni, Antonio Di Ciaccia and Jean Claude Maleval. Such influ-
ence is especially felt in some of the CAPSIs, mainly those located in cit-
ies which contain university psychology programs strongly influenced by 
psychoanalysis. The focus group-based research published by Lima et al. 
(2014), quoted above, showed that most professionals within Rio de 
Janeiro’s CAPSi argued that no single theoretical or clinical approach 
should be favored within CAPSi. At the same time, this research also 
found that psychoanalysis was the theoretical framework most frequently 
endorsed by practitioners—even though many of them praised the diver-
sification of approaches, criticized theoretical rigidity, and claimed to base 
their practice on their own experiences and “insights” rather than on any 
particular theory.

Professionals of the mental health sector are highly critical about the 
conceptualization of autism as a disability. The concept of disability in 
Brazil is historically tainted by negative connotations: it is associated with 
a history of excluding children considered retardadas (a term similar in 
meaning and stigma to the English word retarded), who were predom-
inantly poor and black, in public or philanthropic shelters, or even psy-
chiatric hospitals, throughout the twentieth century (Couto 2004; Lobo 
2008).8

Parent activists, on the other hand, found in the notion of 
autism-as-a-disability the possibility to make demands for “specialized 
treatment,” through the Health Care to the Person with Disability 
Network. For many parents, especially those involved with the approval 
of the Autism Act, the mental health network is simply not qualified 
to assist autistic children. Thus, for them, insisting on assisting people 
with autism through the mental health network means denying them 
proper care. They argue that having access to specialized treatment for 
autism is, on the one hand, part of their right to health guaranteed by 
the Constitution of 1988,9 and on the other hand, the only way into giv-
ing their children the opportunity to eventually become full members of 
Brazilian society.

As we can see, the Brazilian autistic landscape is complex and dynamic, 
incorporating new elements and approaches while re-interpreting  
old ones. It is worth noting some of them. First, the Basaglian prescrip-
tion of “placing the disease in brackets” (Amarante 2007, 66), coupled 
with the strong presence of psychoanalysis, leads Brazilian public men-
tal health professionals to have a critical stance regarding psychiatric 
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diagnoses as presented in the DSM and ICD (Elia et al. 2010; Amarante 
e Freitas 2015), including the very diagnosis of autism spectrum disor-
ders. The CAPS, for example, are places for treatment of people pre-
senting “severe mental suffering” (Brasil 2004, 15), regardless of the 
nosological category. This position is not so evident in the Brazilian pol-
icies for autistic people that are an outgrowth of disability rights legis-
lation, but is somewhat aligned with a critical approach to the medical 
model of disability. Second, despite the strong influence of psychoanal-
ysis in the public mental health network, Brazil has also witnessed the 
expansion of behavioral treatment strategies. Such procedures are 
imported and adapted from the United States, being available mainly 
in private practice, psychiatric and parents’ associations, and univer-
sity psychiatric services. Inside the psychiatric associations, for instance, 
this approach is generally associated with an emphasis on the biology 
of autism, including genetics and neuroscience. Last, but not least, the 
growing emphasis on the inclusion of persons with disabilities also led 
to the enactment of laws that mandate school inclusion at all levels and 
modalities, compelling schools to reorganize themselves to include autis-
tic children in regular classrooms.10 This met with resistance from many 
schools and families, who demand segregated educational services when-
ever it is not possible to include the students in regular classrooms (based 
on where they stand on the autism spectrum).

Finally, it is important to notice that the tensions and misunderstand-
ings between parent activists, rehabilitation, and mental health profes-
sionals in Brazil cannot be reduced to divergences around therapeutic 
approaches, but must be understood within a larger discussion about the 
social rights guaranteed by the Brazilian Constitution of 1988, such as 
universal access to health care and education, and disagreements over 
how inclusion is best achieved. This scenario also evidences the intri-
cate relationship between the articulated ideals shaping health policies 
and the Brazilian health system, and the actual landscape of health and 
educational services available for autistic people and their families. While 
professionals from both networks, as well as parent activists, mobilize 
their experiences and theoretical biases to formulate their understanding 
of what is at stake in the aforementioned antagonisms, the inevitable gap 
between political and therapeutic ideologies and the reality of daily prac-
tices and challenges faced by parents, professionals and autistic people 
alike keep pushing these antagonisms forward.
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2.9  treatment, education, and rightS of autiStic 
children in the uSa

In the United States, basic services and supports for autistic children 
and some adults have been firmly established since the 1970s. However, 
there is little consensus about the appropriate treatment for autism. 
Points of contention focus around a few key questions: Should autism be 
treated as an adversary to be fought, or a valued form of human diver-
sity to be accepted and accommodated? How should resources be allo-
cated between biomedical science with a goal of cure and/or prevention 
of autism, and social services and education that can improve quality of 
life for autistic people? Should treatments for autism seek to erase proto-
typically autistic behaviors such as “stimming” (repetitive self-stimulatory 
behaviors, which can be pleasurable and self-regulating for people on 
the spectrum) or should these behaviors be celebrated as cultural expres-
sions, as do the autistic activists and scholars who published in the book 
Loud Hands: Autistic People Speaking (Bascom 2012)? Is autism a new 
and dangerous threat, or is it part of the spectrum of human variation 
that brings not just deficits, but also benefits to the human whole? As 
in Brazil, these deep and divisive disagreements over how autistic peo-
ple can best become full members of their social worlds are grounded in 
locally specific understandings of the relationship between a person and 
their society. In the United States, these disagreements tend to revolve 
around interventions upon the body, especially those that foreground 
issues of personal autonomy, the relationship between individuality and 
conformity, and the kinds of social supports required for independent liv-
ing. Unlike in Brazil, where a significant number of psychiatrists in the 
public system are closely associated with a tradition of political activism 
and resistance to oppression, in the United States, the medical main-
stream and its form of bioscientific expertise and intervention is often 
positioned as inimical to activist movements whose goal is social inclu-
sion for people on the autism spectrum. However, medical intervention 
is also often depicted as a necessary condition of social inclusion within 
a society that is deeply ambivalent about state support for individual 
well-being.

The controversy over Applied Behavioral Analysis (ABA) illuminates 
these tensions. First popularized by Lovaas (1987), who introduced it in 
part as a means of changing effeminate behavior in boys, ABA became 
far more widespread as a behavioral intervention for autistic children. 
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It is an integral part of the treatment protocols advocated by many 
major parent-founded autism advocacy organizations, particularly those 
whose goal is or has been to cure or otherwise eliminate autism (i.e., 
Autism Speaks, n.d.). The technique is meant to train autistic children 
to show socially acceptable communication and behavior, and evidence 
for its success is often based on reduction of autistic symptomatology 
(Shyman 2016). While it is often described as the autism intervention 
with the strongest research base supporting its efficacy (i.e., Foxx 2008; 
Rosenwasser and Axelrod 2001), there is a great deal of variation in 
how it is actually implemented in practice (Caffeinated Autistic 2013; 
Gruson-Wood 2016; Gernsbacher 2003; Jones 2014; Whitt 2014). 
What is called ABA in one location and time may be very different from 
what is called ABA in a different context.

Advocates of the technique laud its ability to improve communication, 
change problematic behaviors, and to teach skills necessary for self-care 
and independent living (see Matson et al. 2012 for a review). Critics of 
the technique, however, argue that it is unpleasant and unnatural, to the 
point of abuse. Children are trained to be compliant and follow orders, 
and are rewarded for doing so, or they are punished by the withhold-
ing pleasures or in some cases the application of aversives. Autistic activ-
ists who received ABA as children report the experience was unpleasant 
and in some cases quite traumatizing. There are many other behavio-
ral approaches as well, such as Floor Time (Greenspan 2006), Sensory 
Integration Therapy (Ayres 1998) and Treatment and Education of 
Autistic and related Communication handicapped Children (TEACCH) 
(Mesibov et al. 2004; Schopler and Reichler 1971), that are less contro-
versial and that many feel are equally or more effective using techniques 
that are gentle and not coercive. The controversy over ABA therefore 
highlights some of the major tensions over autism in the United States: 
Is normalization of behavior, and perhaps the acquisition of certain 
skills and repertoires, worth compromises to autonomy, spontaneity, 
and authenticity? What kinds of constraints on behavior are abusive, and 
what kinds are beneficial? Does the degree of a person’s impairment jus-
tify treating her in a way that would be considered inappropriate or dis-
respectful toward the unimpaired?

Autistic people are playing an increasingly powerful role in negotiat-
ing these questions. The rise of the autistic self-advocacy movement can 
be traced back to the late 1980s, when autistic self-advocate Jim Sinclair 
began working toward the creation of “a mutual aid-self help group for 
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autistic people […] to share first-hand experiences to counter the uni-
formly gloomy and pessimistic (and often offensive and insulting) por-
trayals of autism in the existing literature; and to advocate for improved 
support services for autistic people” (Sinclair 2005). By the early 1990s, 
Sinclair, along with fellow autistic self-advocates Donna Williams and 
Kathy Lissner, had founded Autism Network International (ANI). ANI 
built autistic community by running a mailing list where autistic people 
could find and communicate with each other, hosting small gatherings, 
and eventually developing Autreat, the first conference run exclusively 
by and for autistic people. ANI members also exhibited and presented 
at autism conferences that were primarily geared toward parents and 
professionals, spreading the controversial idea that autistic people had 
something valuable to say about their own experience (Sinclair 2005). 
Since then, the autistic self-advocacy movement has grown exponen-
tially in the United States. Today, the Autistic Self-Advocacy Network 
(ASAN) plays an important role in federal disability policy, while also 
conducting leadership trainings for the next generation of autistic 
self-advocates.

Increasingly, autistic self-advocates are working together with peers 
and family members to educate the population and policy makers how 
to best appreciate individuals with autism, while seeking to sustain mean-
ingful, socially uplifting and dignified intervention programs. Peer-based 
delivery models are an emerging area that show promise for mitigating 
persistent psychiatric disabilities and perhaps autism as well (Castlestein 
et al. 2015). Peer support happens extensively between autistic adults, 
though usually not formally or as a form of treatment. Meanwhile, autis-
tic scholars and activists are building bridges beyond autistic commu-
nities to create models of understanding and supporting neurodiverse, 
neurodivergent and neuroqueer individuals (Grace 2013; Walker 2014). 
Autistic and Mad people are supporting each other in advocating for 
their inclusion within the design and implementation of new interven-
tions, advisory boards, research, and legislative actions.

Parents of autistic children continue to participate in “forces that 
challenged psychiatry and combined in the deinstitutionalization and 
‘normalization’ movement” (Eyal 2013, 884) to carve out a new force 
of expertise. Many innovative programs have been designed by parents 
whose child’s diagnosis was an opportunity to discover that they, too, 
are on the spectrum. Some examples are Valerie Paradiz, who founded 
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the ASPIE (Asperger Pride in Education) school in Onteorra, New 
York, starting a trend toward autism-positive services in that region, 
and Michael-Jon Carley, who started GRASP (the Global and Regional 
Asperger Syndrome Partnership), the first and largest network of support 
groups run by and for people on the autism spectrum.

However, the relationship between autistic self-advocacy and parent 
advocacy is not always so harmonious. As in Brazil, the large and frac-
tious community of people affected by autism often divides among 
recognizable faultlines. The Autistic self-advocacy movement is often 
perceived to be in conflict with an alliance between research scientists, 
many clinicians, and large advocacy organizations initially formed by par-
ents, seeking biomedical causes and cures, and working to ameliorate, 
rehabilitate, and eradicate disease and dysfunction through somatic and 
neurologic hegemony. The public rhetoric of such organizations is often 
characterized by an emphasis on the ways in which autism is antitheti-
cal to full participation in society, claiming that both inclusion and inde-
pendence are contingent upon medical intervention.

For example, in 2011, the NYU Child Study Center released a series 
of advertisements depicting autism, along with other childhood psychiat-
ric conditions, as kidnappers writing ransom notes to parents. The note 
signed by “Autism” read “We have your son. We will make sure he will 
not be able to care for himself or interact socially for as long as he lives. 
This is only the beginning.” The ads encouraged parents not to “let a 
psychiatric disorder take your child.” Instead, they should seek help from 
the Child Study Center, which (the ad said) would “give children back 
their childhood” (implying that childhood was something these chil-
dren, due to their illness, did not currently have) (Kras 2010; Thibault 
2014). Similarly, in 2013, a press release from Autism Speaks, written by 
co-founder Suzanne Wright, described the struggles of families caring for 
an autistic family member: changing sheets in the middle of the night 
after a bedwetting incident; struggling to afford doctor’s bills; waiting on 
a waitlist for ABA; not knowing who will care for their child when they 
are gone. Most controversially, they described these families as follows:

These families are not living. They are existing. Breathing – yes. Eating – 
yes. Sleeping – maybe. Working – most definitely – 24/7. This is autism. 
Life is lived moment-to-moment. In anticipation of the child’s next move. 
In despair. In fear of the future. (Wright 2013, emphasis in original)



42  r. c. lima et al.

Autism and the complex and often unmet needs that come along with it 
are here depicted as by definition antithetical to life—not to mere sur-
vival, not to the biological state of being a child, but to a “childhood” 
recognized as a social role and to a life that is socially recognized as “liv-
ing.” Little attention is given to the possibility of a full life as an autistic 
social being with particular psychosocial needs and desires.

In part due to the influence of these organizations, the bulk of fed-
eral funding for autism is directed toward research into its neurologi-
cal and genetic underpinnings, thus siphoning resources away from the 
very psychosocial supports that might make autistic lives easier to live 
(Singh 2015). Meanwhile, progress in these domains is slow in coming. 
Though the National Institutes of Mental Health have appeared to be 
on the verge of a cure for the disease of mental illness for years, no major 
breakthroughs have occurred in the last two decades. The allocation 
of resources toward cure and prevention and away from quality-of-life 
issues has become the subject of critique from many autistic self-advo-
cates (Autistic Self-Advocacy Network, n.d.; Robertson 2010).

More of an affinity exists between autistic self-advocates and scholars 
in disability and mad studies, who wonder why the experience of disabil-
ity, autism, and mental health conditions cannot be recognized as part 
of the authentic spectrum of human experience (Linton 1998; Millet 
1990; Silberman 2015). Considering the frameworks created with men-
tal health discourse, they call attention to the processes through which 
trying to eliminate certain ways of being in the world drives home mes-
sages like, you aren’t good enough, or you are dysfunctional, or you are an 
anomaly in need of fixing. As disability scholar Simi Linton articulates, 
the way societies approach naming and categorizing people has an effect 
not only upon how we interact and separate people, but also in how we 
view humanity as a whole. She writes:

When medical definitions of disability are dominant, it is logical to sepa-
rate people according to biomedical conditions through the use of diag-
nostic categories and to forefront medical perspectives on human variation. 
(Linton 1998, 12)

What this means for autistic children and adults and their families is 
that once they have the diagnosis—once they have the label—their lives 
are never the same. What historically might have been seen as eccen-
tricity, awkwardness, shyness, suddenly becomes pathologized with the 
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pressure to normalize the errant behavior. Disability studies scholars have 
tried to unpack this process and understand how diagnosis and differ-
ence function as a part of social processes of acceptance and exclusion. 
Disability rights advocates and madness scholars question what impact 
concepts like “neurosis,” “psychosis,” “insanity,” “pathological,” and 
“illness” have on being human and continue to encourage others to 
interrogate the epistemological dimensions of psychiatry and pathology 
(Canguilhem 1989; Millet 1990; Reaume 2002). Similarly, some autistic 
self-advocates argue that autism could be part of the spectrum of human 
variation with not just deficits, but also benefits to the human whole. 
These ideas are only beginning to be taken up by clinical researchers on 
autism within the United States. Yet, as autistic scholars, activists, and 
researchers gain recognition and rise to positions of influence, it seems 
likely that this perspective will become more prominent in discourse and 
(we hope) practice.

2.10  concluSion

Historically, Brazil and the United States alike strained to categorize, 
name, and legitimize autistic behavior, lumping it into the heap of mad-
ness, MR, and later, developmental delay. Once the phenomenon of 
autism was more distinctly defined, each country went through diverse 
trajectories in terms of treatment and support. Nowadays, in both the 
United States and Brazil, there is a push to redefine autism in a way 
that works within each particular socio-political context. In each coun-
try, varied constituencies struggle against each other for different types 
of perceived gains. In Brazil, this tension involves family associations, 
in different degrees of partnerships with the disability sector, in conflict 
with public mental health entities, such as CAPSi, that are closely allied 
with psychoanalysis and Basaglian psychiatry. In USA, beside the fam-
ily advocacy and disability rights associations, there are emerging autis-
tic self-advocacy and peer-support groups that often find themselves in 
conflict with a biomedical mainstream focused on prevention and cure. 
Ideally, these groups and sectors should collaborate and work synergisti-
cally. However, they frequently do not, partly because they have conflict-
ing views of what a person with autism needs.

In the absence of consensus about what autistic people need, we 
advise listening closely to what the autistic people living in each coun-
try want. What do autistic people themselves or the traditionally 
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“neglected voices,” as Chloe Silverman (2012, 229) calls them have to 
say about their experiences receiving services and emerging from child-
hood into adult roles in their respective societies? What educational 
and communication approaches are helpful toward their empower-
ment and well-being? What rights do they feel are still needed to pro-
mote their citizenship? In Brazil, self-advocacy groups can be found 
in relation to other diagnoses and experiences (as in the Psychiatric 
Deinstitutionalization Movement), but at the present time these groups 
rarely include autistic people. Greater inclusion of autistic people them-
selves in policy debates would add an important perspective to ques-
tions about how to best preserve their basic human rights and serve their 
needs.

Meanwhile, attending to the fundamental principles underlying 
Brazilian psychiatric reform can provide insight into the ways in which 
individual liberation relies on broader systems of psychosocial support. 
Mere “dehospitalization”—opening up the doors of the institution 
and releasing autistic people from inhumane systems of constraint and  
control—is a deeply important step, but that alone is not enough to 
allow autistic people to thrive. Attention must be paid to broader social 
forces, including the ways in which the rights of autistic people are inti-
mately linked to the fortunes of their families and communities. Health 
and well-being are not simply a matter of fixing the broken body; focus-
ing on causes, cures, and calamities of autism has not proven effective in 
guaranteeing inclusion for autistic people. Each of these countries thus 
has something to learn from the other, as we continue to seek to over-
come our twentieth-century heritage of “concentration camps” and face 
the challenge of building a more inclusive and communitarian approach 
for people diagnosed with developmental disabilities and mental health 
conditions in the twenty-first century.

noteS

 1.  America’s large state and private asylums were fashioned after European 
models and came into significant prevalence across the country through-
out the late eighteenth and nineteenth centuries. Subsequent sizeable 
sanatorium asylums mushroomed from California to Massachusetts in the 
nineteenth century and early twentieth centuries, filling their beds rapidly 
and then filling their halls and cafeterias with beds or bodies on floors 
when censuses went beyond maximum capacity (Eisenstaedt 1938; Maisel 
1946).
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 2.  In the late 1950s and 1960s, American psychiatrist Thomas Szasz began 
to speak out against his psychiatrist peers and defined what he called “the 
myth” or “metaphor of mental illness” (1974). Traditionally, when some-
one is sick, he argued, they report suffering, disability, and pain. This is a 
self-defined term. Insanity and mental illness, on the other hand, he noted, 
is a term assigned by others. Elsewhere, he says cures are also assigned by 
others through containment (Szasz 1977). For this reason, Szasz argued, 
society and its psychiatrists cannot be trusted to diagnose mental illness.

 3.  For advanced analysis of how health, illness and activism are disaggregated 
in time, see Lisa Diedrich’s Indirect Action (2016).

 4.  Liat Ben-Moshe and Tanya Luhrmann (2007 and 2013, respectively) 
argue that this resulted in transinstitutionalization or trans-incarceration 
(Ben-Moshe 2013), suggesting that instead of making health transitions 
for people who had been hospitalized against their will, deinstitutional-
ization had the unintended reality of many individuals ending up in in 
jails or in and out of jails, on the streets or in nursing homes, and other 
oppressive sites, none of which was ever intended to be long-term, men-
tal disability treatment centers.

 5.  However, Liat Ben-Moshe warns “the history of disability is the history 
of incarceration” (15). Unfortunately, detainment is part and parcel of 
disability. Ben-Moshe adds that society should be mindful to avoid the 
prison industrial complex which she feels has become a “continuity of 
confinement” (2013). Though America’s large state asylums and farm 
institutions have been emptied, humanity must attend to the fact that 
alternative care systems can still create confining and oppressive spaces.

 6.  The concepts of ‘insanity’ or ‘madness’ inspired by Michel Foucault and 
Franco Basaglia were used in the context of the Psychiatric Reform as a 
synonym for a severe mental disorder.

 7.  The term ‘user’ has been used in the context of the Psychiatric Reform—and 
in the whole Brazilian Unified Health System—to replace the term ‘patient.’

 8.  Moreover, the resistance of psychoanalysts and mental health profession-
als to adopt the term disability is compounded by a language barrier. In 
the Portuguese language, there is no term that corresponds precisely to 
the word “disability” in English—the word “desabilidade” has been pro-
posed, but it is a neologism with no current use. The term “deficiência” 
is currently used to translate both “disability” and “deficiency.” We refer 
the reader to Cascio, Costa & Bezerra Jr., in this volume, for more infor-
mation on the disability debate in Brazil.

 9.  According to Article 196 of Brazilian Constitution, “Health is a right of 
every individual and duty of the state, guaranteed by social and economic 
policies that seek to reduce the risk of disease and other injuries, and by 
universal and equal access to services designed to promote, protect, and 
recover health” (Brasil 1988).
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 10.  Adaptations in regular classrooms to enhance the inclusion of children 
with autism might range from the presence of a paraprofessional (the 
so-called “school mediator”) aiding the autistic child with classroom 
interactions, to pedagogical and classroom adaptations.
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CHAPTER 3

Psychiatric Reform and Autism Services 
in Italy and Brazil

M. Ariel Cascio, Bárbara Costa Andrada and  
Benilton Bezerra Jr.

3.1  introduction

In the latter half of the twentieth century, psychiatric practices in both 
Brazil and Italy went through a dramatic period of political reform. These 
radical reformulations of psychiatric services promoted extensive changes 
in national mental health public policies as well as professional psychiatric 
practice, with significant impact both immediately and in the long term on 
care and services for autism. Today, however, many of the policies and ide-
als at the heart of Psychiatric Reform (PR) are being challenged by parent 
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advocates and self-advocates within autism communities. Post-reform 
services that operate within the ethos of PR tend to take an ecological 
approach to human subjectivity that privileges the socially situated experi-
ence of suffering, disregarding diagnosis and diagnosis-specific biology as 
a starting point for health actions. This becomes problematic when meet-
ing the often biologically based and diagnosis-specific politics of autism 
advocacy groups and their campaigns for specialized services. While these 
advocates are seeking many of the same goals as PR aimed to serve—social 
inclusion, respect for rights, and freedom from oppression—they advocate 
for these goals using some of the scientific concepts PR initially mobi-
lized against: specifically, they emphasize the organic, embodied origins of 
autism and advocate for diagnosis-specific services. This leads them into 
particular conflicts with certain post-reform matrices of care.

In this chapter, we provide a brief comparative history of PR in Italy 
and Brazil, focusing on its implications for those who now would be diag-
nosed on the autism spectrum. We chart the history, politics, and lived 
experience of autism1 in Italy and in Brazil, illuminating key similari-
ties and differences. By observing how the political and clinical intersect 
through politicized discourse on desired clinical service provision, we ana-
lyze some of the contemporary dilemmas around autism, dilemmas which 
emerge as challenges to well-established public policies from PR pro-
cesses in each country that have on the whole been considered successful. 
Following the priorities of cross-cultural autism studies (Cascio 2015b), 
we demonstrate the impact of local histories of the globalized deinstitu-
tionalization processes on that which is at stake in autism advocacy and 
organization, and on the tenor of autism politics. We track the ways in 
which scientific ideas about autism as fundamentally organic or as funda-
mentally social/relational get mobilized differently in different social and 
political contexts, and get evoked to serve very different ends. Local and 
historical particularities, as well as everyday practice, are what make these 
abstract, globally circulating ideals meaningful in particular ways.

B. Costa Andrada 
Institute of Psychiatry, Federal University of Rio de Janeiro,  
Rio de Janeiro, Brazil

B. Bezerra Jr. 
Institute for Social Medicine, State University of Rio de Janeiro,  
Rio de Janeiro, Brazil
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3.2  methodS

This chapter brings together ethnographic research conducted in Italy 
(by Cascio) and Brazil (by Costa Andrada), along with archival and his-
torical investigations. Cascio’s research, conducted from October 2012 
to August 2013, focused on autism-specific services for adolescents and 
young adults in a northern region of Italy. Although most Italian disa-
bility services are not autism-specific, Cascio explored the growing niche 
of autism-specificity through participant observation at seven sites (three 
day centers, two centers that offered both residential and day services, 
and two social/recreational groups) that aimed specifically, although not 
always exclusively, at autism. Cascio conducted group or individual inter-
views with youth using these services (N = 10) as well as interviews with 
parents of such youth (N = 38 interviews, 47 individuals), staff (N = 
14), and other autism professionals in the area (N = 31).

Costa Andrada’s research involved a period of 24 months (from 2014 
to 2016) of ethnographic observations of academic, political, and cultural 
events related to autism, mental health, and disability; interviews with pro-
fessionals and parents; and 18 months of participant-observation in two 
public services that assist children and youth with autism, in a large indus-
trial city in the surroundings of Rio de Janeiro. These services are not exclu-
sive to autism, but attend people with a variety of diagnoses. One is part 
of the mental health system, deeply steeped in the ethos of PR, and serves 
only children and youth. The other is part of a municipal foundation, and 
is more connected to the fields of disability and inclusive education services, 
and serves people with disabilities from all age groups. Though these pro-
jects have slightly different foci, both involved mapping the lay of the land of 
autism services in these two areas, and thus can be productively compared.

This chapter will first explore the PR movements and their impact 
on health and human services policies, and then turn to a discussion of 
autism advocacy movements in post-reform settings. While PR had a tre-
mendous impact on the life experiences of people who would now be 
diagnosed with autism, these movements were inspired by and tended to 
foreground the experiences of institutionalized adults. Those who today 
would be diagnosed in childhood, with autism or other developmen-
tal disabilities, tended to receive services through other systems such as 
education or neuropsychiatry. We will describe the development of these 
alternative service models and their contribution to the development of 
strong parent advocacy movements around autism. We will then turn to 
the present moment, looking at the ways in which discourses of autism 
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as a disability (in Brazil) and autism as a “way of being” (in Italy) articu-
late dissatisfactions with post-reform mental health services within these 
autism advocacy communities, through marshalling a biologically based 
and diagnosis-specific rhetoric.

3.3  PSychiatric reform in italy and brazil

PR movements and deinstitutionalization are keys to understanding the 
historical and social context of autism. Italian scholars have argued that 
before deinstitutionalization, people with autism in Italy were placed in 
mental institutions (Nardocci 2009; Russo et al.  2014). In Brazil, people 
with autism were indiscriminately institutionalized in shelters, psychiatric 
hospitals, or addressed to philanthropic institutions; or were outright unas-
sisted (homebound or abandoned) (Block and Cavalcante 2014; Couto 
2004; Rizzini 2008). These observations align with Eyal and colleagues’ 
(2010) argument that the autism label emerged after global deinstitutional-
ization, when specific diagnoses became more important due to the variety 
of treatments available instead of one treatment—institutionalization—for 
everything. Eyal and colleagues convincingly argue that deinstitutionali-
zation is responsible for the rise in autism cases worldwide, affecting how 
autism is defined and managed in the new institutional matrix of outpatient 
and community-based treatment modalities. However, they do not include 
data from Italy or Brazil in their analysis, where strong models of deinstitu-
tionalization and universal health coverage led to different outcomes than 
those in, for example, the USA (Lima et al., this volume).

Deinstitutionalization in Italy and Brazil happened within PR’s radical 
processes, which were much broader than those of USA, UK, France, 
and other countries (Amarante 2007; Rotelli and Amarante 1992; 
Scheper-Hughes and Lovell 1986; WHO 1980). Deinstitutionalization 
involved four dimensions: legal-political changes, epistemological cri-
tique of medical and psychiatric rationale, new perspectives on care, and 
strong efforts to transform the socio-cultural imaginary around ‘mad-
ness’ and mental illness. These strong models of deinstitutionalization2 
sustained a political agenda of profoundly questioning the structure of 
power relations within and outside the asylum (Scheper-Hughes and 
Lovell 1986). Besides targeting dehumanization and social exclusion, 
they fostered a new conceptualization of “madness” as a social identity, 
one that is embedded in citizenship and social inclusion. This system-
atic process of deinstitutionalization accompanied the implementation 
of substitutive community-based services, leaving a legacy of legal and 
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political transformations (Delgado 2013; Goulart 2007; Yasui 2010). 
Although PR represented a major shift in the psychiatric paradigm, 
designing new models of assistance in mental health in Italy and Brazil, 
in each of these places, it involved different key actors and intellectual 
traditions. This section starts with the origins of Basaglian PR in Italy 
and moves into the applications of Basaglia’s ideas in Brazil.

3.4  deinStitutionalization in italy: democratic 
PSychiatry and itS legacy of incluSion

Deinstitutionalization in Italy started from within the field of psychiatry 
itself. In the 1960s, a number of psychiatrists, most prominently Franco 
Basaglia, made a break with previous tradition. Prior to this time, main-
stream Italian psychiatry followed organicist approaches and strongly 
rejected any other. The Italian psychiatric association, la Società Italiana 
di Freniatria (Italian Phreniatric Society), even banned psychologists from 
membership (Donnelly 1992). Rejecting the positivism and biological deter-
minism that characterized this approach, Basaglia’s group aligned instead 
with interpretivist approaches of phenomenology and existential psychiatry 
(Donnelly 1992). These approaches valued patients’ individual subjectivity 
and stressed connecting with the patient—something that was not possible 
in the degrading conditions of psychiatric asylums (Donnelly 1992).

Inspired by these approaches, Basaglia and his colleagues conducted 
pilot experiments in Trieste and elsewhere, gradually empowering 
patients, closing institutions, and “socializing” psychiatry. They imple-
mented a series of reforms and experiments within psychiatric insti-
tutions, aiming to give patients autonomy in determining the way the 
institutions would be run. Rather than “dehospitalization” in which 
measures aim at reducing the use of inpatient beds, Basaglia’s “dein-
stitutionalization” started with the goal of empowering patients within 
the hospitals by creating spaces for patients to meet and discuss how 
they would like the hospital to be run, and to implement their goals. 
Democratic Psychiatry focused on deinstitutionalization as liberation 
from the institutionalizing forces both of the asylum and of pharmaceu-
tical psychiatry (Basaglia 1965), calling not only for the deinstitution-
alization of psychiatric hospitals but of psychiatry itself with a focus on 
collective action and community solidarity that goes far beyond the psy-
chiatric profession (Rotelli 1993). Eventually, this process did lead to the 
closure of mental hospitals, but as a gradual and patient-centered pro-
cess, not an abrupt closure. The psychiatrists piloting these PR projects 
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crystallized their ideas into the ideology of Psichiatria Democratica 
(Democratic Psychiatry). Their efforts within the psychiatric associations 
of the time (their own association called Psichiatria Democratica, or PD, 
and the association of traditional psychiatrists called the Società Italiana 
di Psichiatria or SIP) led to the passage of “Basaglia’s Law,” the 1978 
Law 180 which mandated the gradual closure of psychiatric institutions.

Democratic Psychiatry derived in part from a Sartrean philosophy, 
seeing the “mental patient” construct as a manifestation of contradic-
tions in society and the asylum as a means of removing these contra-
dictions from view, maintaining the illusion of order (Donnelly 1992). 
The ideology of Democratic Psychiatry also aligned closely with Italian 
students’ and workers’ movements of the 1960s based on the shared 
experiences of patients, students, workers, and others as emarginati 
(marginalized) (Basaglia and Ongaro 1971; Donnelly 1992; Scheper-
Hughes and Lovell 1986). In this way, PR in Italy emerged from within 
the field of psychiatry but did not see itself as concerned with psychiatry 
as a limited sphere.

Social and clinical scientists have generally considered deinstitu-
tionalization in Italy to have been successful and a model for other 
countries, although insiders have pointed out its limitations as well 
(Burti and Benson 1996; Jones and Poletti 1986; WHO 1980). 
Deinstitutionalization as codified in Law 180 led to a series of poli-
cies aimed at increasing educational and social integration for people 
who might formerly have been institutionalized, including people with 
autism. Most important to Cascio’s participants was the 1992 Law 
104, which established a specific health care program for aziende sani-
tarie locali (local health enterprises—ASLs) to deliver rehabilitative care 
to people with disabilities (Lo Scalzo et al. 2009). This law established 
the rights of people with disabilities, formalizing older provisions and 
setting the ground for future ones (Crialesi et al. 2007, 274). Law 104 
also provides for the education of all students (including students with 
disabilities) in the same public school system—including post- secondary 
education—in an inclusive education system called integrazione sco-
lastica (Educational Integration). Educational integration coincided 
with deinstitutionalization in Italy and reflects broader national goals 
of social integration (Canevaro and de Anna 2010). Law 104 is tradi-
tionally associated with Basaglia’s movement and the Law 180 that 
bears his name, although Italian scholars have noted that the process 
of educational integration predates Basaglia and DP (D’Alessio 2011).  
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Nonetheless, they share some ideological ground and like deinstitution-
alization, integrazione scolastica has been lauded internationally. English 
language literature has identified the Italian educational system as a 
model for inclusive education (Begeny and Martens 2007).3

Overall, PR in Italy is widely considered to have been successful and 
Basaglia’s ideas are still greatly respected. However, while Democratic 
Psychiatry was vital to PR in the 1970s, its ideas do not dominate the 
landscape of Italian psychiatry in the twenty-first century. The main 
Italian psychiatric association, la Società Italiana di Psichiatria (SIP), 
descended from the Italian Phreniatric Society described above, which 
Democratic Psychiatrists so opposed. Democratic Psychiatrists formed 
their own association, eventually becoming in 1990 the Società Italiana 
di Psichiatria Democratica (Democratica 2011). The two associations 
have worked together since the 1970s on many issues, but their dif-
ferences remain important. Although Democratic Psychiatry was vital 
for establishing community-based mental health care (Rotelli 1993), 
autism in many ways falls under the purview of SIP (for example, in the 
Società Italiana per i Disturbi del Neurosviluppo, a special section of SIP) 
(Società Italiana per i Disturbi del Neurosviluppo, n.d.). Yet, it is still 
another field—neuropsichiatria infantile (child neuropsychiatry)—which 
primarily addresses autism today. This field will be discussed in more 
detail below.

3.5  deinStitutionalization in brazil: PSychiatric 
reform and PSychoanalySiS in the context  

of Political tranSformation

Basaglia’s ideas were fundamental to Brazilian PR as well, especially in 
the context of Brazil’s liberation from the authoritarian, right-wing 
military regime that lasted from 1964 to 1985. During the 1970s, the 
country experienced very harsh political repression, and several pro- 
democracy activists were arrested, tortured and killed. Basaglia visited 
Brazil twice, in 1978 and 1979, when the country was under military 
dictatorship, slowly transitioning to re-democratization, but still with 
constrained civil and political liberties. Social mobilization was strength-
ening, as different sectors of civil society associated specific claims with 
political demands for democracy. In the health sector, social movements 
combined demands for full citizenship with the idea of health as a right, 
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and access to universal health care coverage.4 The Sistema Único de 
Saúde (Brazilian Unified Health System—SUS) was advanced by one of 
these early 1980s movements (the Sanitary Reform, which encompassed 
leftist and socio-democratic movements), and Brazilian PR emerged in 
this scenario (Atun et al. 2015; Delgado 2013; Lobato and Burlandy 
2000; see also Lima et al., this volume). In the late 1970s, an intense 
mobilization in the mental health sector sprang forth. Mental health 
professionals clamored for better working conditions and better care for 
patients, denouncing severe violations of human rights inside of psychi-
atric institutions. Basaglia’s ideas resonated with these local demands, 
and the experiences of Democratic Psychiatry inspired their struggle 
(Amarante 2007; Biehl 2005; Goulart 2007; Yasui 2010). What started 
as a mental health professionals’ movement quickly encompassed patients 
and their families, and consolidated into a bold anti-asylum movement. 
As in Democratic Psychiatry, its target was not the mental illness itself, 
nor the individual diagnosis, but the socially situated experience of sub-
jective suffering, and the pursuit of citizenship5 (Bezerra 1994; Biehl 
2005). The consolidation of the Brazilian PR movement as a state public 
policy came only after several decades, with the approval of the Federal 
Law 10.216 in 2001. Inspired by Italian Law 180, Law 10.216 estab-
lishes “the protection and rights of people with mental disorders and 
redirects the model of assistance in mental health” toward a communi-
ty-based/territorial model of care (Brasil 2001).

A distinguishing feature of Brazilian PR is the influence of the psycho-
analytic rationale in its epistemic and institutional matrix. This is a major 
difference when compared to the Italian process, given Basaglia’s cri-
tique of psychoanalysis (Basaglia 2000; Benvenuto 1997; Goulart 2007; 
Russo 1997). In Brazil, psychoanalysts collaborated with other mental 
health professionals in the anti-asylum movement and pro-democracy 
social movements.6 (For more detail on the theoretical and clinical per-
spectives of psychoanalysis in Brazil, see Lima et al., this volume). The 
historical and clinical influence of psychoanalysis in Brazilian PR marked 
post-reform services so strongly that even those with no psychoanalysts 
on staff might echo a psychoanalytical rationale (Lima et al. 2014; Rios 
and Costa Andrada 2015). Commonly, the clinical services they offer7 
reflect both the psychoanalytic tendency to defend and value subjective 
uniqueness and the PR rationale of addressing socially situated suffering. 
This political and clinical role of psychoanalysis in the post-reform matrix 
of care matters to autism politics and public policies. As described in more 
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detail below, part of the schism around autism politics and care in Brazil is 
entangled with the psychoanalytic influence in mental health fields.

The shift from psychiatric diagnosis to socially situated suffering, 
combined with the idea of “health as universal right,” fostered non- 
diagnosis-oriented services. Because of its ideological project, post- 
reform services operate from an ecological perspective of individual 
embeddedness—foregrounding socioeconomic and psychodynamic 
dimensions, family and other social ties—and not from the perspec-
tive of the specific diagnosis. This stance does not imply a refusal of the 
diagnostic dimension. Rather, it removes diagnosis’ primacy, turning it 
instead into one of many dimensions of the “person burdened by mental 
suffering.” Biehl (2005) notes this multidimensional way of addressing 
service users, writing that “several theoretical languages were deployed 
at the same time: the patient was thought of as a citizen, as a subject of 
the unconscious, and as an individual who could be neurochemically reg-
ulated” (Biehl 2005, 241). In the case of childhood, scientific arguments 
about the complex neuropsychological developmental processes that take 
place in deeply relational contexts support a cautious stance toward early 
diagnostic labeling. This attention to the particular developmental needs 
of children was, however, not initially a focus of PR. That initial neglect 
opened up spaces for child-centered services to be developed separately 
from the psychiatric mainstream.

3.6  autiSm and children’S mental health: challengeS 
and changeS in Pr

Initially, PR processes in both Italy and Brazil focused on deinstitutionali-
zation and the development of a network of community-based/territorial 
services to assist those individuals who had been chronically institution-
alized. Children’s mental health needs were thus not initially at the fore-
ground of PR. As the reform process advanced, its priorities changed 
to offer more extended assistance to the community, and to individuals 
who were not mental asylum survivors (Amarante 2007; Delgado 2013; 
Goulart 2007). Only after the implementation of community-based/
territorial services did children’s mental health become the gateway for 
autism’s entrance into PR’s agenda. PR reform processes in Italy and 
Brazil created new matrices of autism care within public mental health 
assistance. Despite their local distinctions, post-reform services and poli-
cies face common challenges regarding autism. In both Italy and Brazil, 
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stark differences exist between children’s (develop)mental health assistance 
and adult services, leading to difficulties in the transition between the two. 
The following sections will describe the complex relationship, in each 
country, between programs that support the development of children and 
programs that serve the mental health needs of adults.

3.7  italy: PSychiatry, democratic PSychiatry, 
and neuroPSychiatry

In post-reform Italy, people with autism are enmeshed in a network of 
social and educational integration policies, and the institutions (in the 
broader sense of the word) of community-based (develop)mental health 
care. However, the current medical specialty that addresses autism in 
Italy is not psychiatry, but rather neuropsychiatria infantile, or child 
neuropsychiatry (from here on, “neuropsychiatry”) (Levi and Bernabei 
1997). Part of this divide stems from the simple age group priorities of 
the different fields. Neuropsychiatry addresses neurological, psychiat-
ric, and developmental problems in children under age 18. Psichiatria 
(psychiatry) treats adults after reaching the age of majority on their 18th 
birthday. As such, it is tempting to simply distinguish them as child and 
adult psychiatry. However, neuropsychiatry and psychiatry have distinct 
origins and practices which make the transition to legal adulthood any-
thing but simple (Nardocci 2009). As the names imply, neuropsychiatry 
links neurology and psychiatry. Adult psychiatry, however, does not.

While Italian psychiatry has its roots in traditional organic/biology 
psychiatry and then Basaglia and the ideology of Democratic Psychiatry, 
neuropsychiatry, on the other hand, has its roots in the figures of Sante 
de Sanctis (psychiatrist), Giuseppe F. Montesano (psychopedagogue), 
and Maria Montessori (pedagogue, creator of the “Montessori school” 
model) and therefore bridges psychiatry and pedagogy (Bracci 2003; 
Migone 2014).8 Neuropsychiatry emerged from the work of psychia-
trists, psychologists, and pedagogues, initially as a subfield of psychi-
atry itself (Migone 2014; Storia » Società Italiana Di Psichiatria, n.d.). 
However, the field became so distinct that ultimately neuropsychia-
try created an independent professional association, SINPIA, separate 
from the Italian psychiatric association, SIP (Storia » Società Italiana 
Di Psichiatria, n.d.). Neuropsychiatry is also vital in the Italian view on 
autism. Sante de Sanctis is credited with providing, at the turn into the 
twentieth century, one of the earliest descriptions of children who would 
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now be labeled “autistic” (Feinstein 2010; Levi and Bernabei 1997). 
De Sanctis has also been called the “padre della neuropsichiatria infan-
tile italiana” (father of Italian pediatric neuropsychiatry) (Cimino and 
Lombardo 2004)9 and was also the first chairman of the Società Italiana 
di Psicologia (Società Italiana di Psicologia 2002). Maria Montessori was 
a student of his; her pedagogy has been important in Italy and the US, 
including with respect to “special education.” Unlike adult psychiatry 
and Democratic Psychiatry, neuropsychiatry has taken more influence 
from French psychoanalytic schools (Migone 2014).

The current landscape of autism services post-PR therefore involves 
a complicated network of services and approaches influenced by the 
various histories and trajectories of psychiatry generally, Democratic 
Psychiatry specifically, neuropsychiatry, and related fields such as peda-
gogy and psychology. Services for Italians with disabilities post-PR are 
coordinated by regional ASLs and, as in many parts of the world, involve 
a dizzying range of providers, services, and organizations including the 
educational system, in- or (more often) out-of-school therapies, recrea-
tional opportunities, vocational training, day centers, residential centers, 
respite services, and more. Before his death in 2011, influential Italian 
autism psychologist Enrico Micheli classified three main types of treat-
ments: il gruppo psicodinamico (the psychodynamic group), il gruppo 
psicoeducativo (the psychoeducational group), and il gruppo “new age” 
(the “new age” group) (Micheli 2005). The first two categories describe 
major approaches to autism intervention deriving not from neuropsy-
chiatry or psychiatry per se, but from different branches of psychol-
ogy. These approaches can also be contrasted with the “traditional” 
approaches of neuoropsychomotor and speech/language therapy. These 
three approaches (traditional, psychoeducational, and relational) are 
unpacked in the following paragraphs.

The autism professionals that Cascio interviewed10 consistently 
explained that the local health boards directed families of children with 
autism toward neuropsicomotricità (neuropsychomotor therapy)11 and 
logopedia (speech language therapy), a combination participants referred 
to as ufficiale (official) or tradizionale (traditional). They lamented that 
these treatments were often not tailored specifically for autism. However, 
there were many therapists who had specific training in autism and col-
laborated with other professionals in équipe (multidisciplinary teams) 
or worked privately with people with autism. Both logopediste (speech 
language therapists) themselves and staff members at various locations 
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lamented the recent absence of these therapists from public services and 
the need for parents to pay for them privately.

The vast majority of approaches advocated by professionals in Cascio’s 
study fall under the umbrella that participants called varyingly psicoed-
ucativo (psycho-educational), educativo (educational), and abilitativo 
(“abilitative,” related to “rehabilitative” but without the “re-” prefix); 
or cognitivo-comportamentale (cognitive-behavioral).12 Participants 
used these terms to refer to approaches approved by the 2011 National 
Guidelines for the treatment of autism spectrum disorders (Sistema 
Nazionale per le Linee Guida-Istituto Superiore di Sanità 2011, 2012), 
which use the terms “pedogogici ed abilitativi” (pedagogical and “abili-
tative”) and educativo (educational), and specifically recommend inter-
ventions such as Applied Behavior Analysis (ABA) and TEACCH 
(formerly standing for “Treatment and Education of Autistic and related 
Communication handicapped Children”). Indeed, TEACCH was highly 
influential in Cascio’s fieldsites, though not monolithic. The psychoedu-
cational philosophy encompasses all those approaches and strategies that 
focus on teaching people with autism and helping them learn, through-
out their life. They may include instruments like visual agendas, social 
stories, and alternative and augmentative communication. The psycho-
educational approach may also use pharmaceutical interventions,13 but to 
treat symptoms, not to treat or cure autism itself (Micheli 2005).

Some of the professionals Cascio interviewed also described their 
approach as relazionale (relational), synonymous with evolutivo (develop-
mental) and umanista (humanist). These approaches rarely stood alone 
but were an important or even central characteristic of their work for some 
participants (Cascio 2015a). These terms differed from and added to the 
psychoeducational philosophy by focusing on creating an environment 
that was adapted to people with autism, but based not so much upon the 
characteristics of autism but on the characteristics of the individuals them-
selves and their intrinsic motivations. This focus on connecting with the 
person with autism draws, explicitly or not, on the phenomenological per-
spectives that influenced PR in Italy and the psychodynamic and psycho-
analytic approaches that also rejected biological/organicist psychiatry.

Some approaches in Italy draw more explicitly from psychoanaly-
sis (see for example Mistura 2006; Wille 1992, 2001, 2012), but share 
much with cognitive-behavioral approaches including the structuring 
of the environment and the person-centered approach. All approaches 
share a rejection of psychogenic theories of autism as derived from poor 
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parenting, although parents may still face these accusations from oth-
ers. In as much as psychodynamic theory was associated with relational 
approaches, participants still found it useful. In as much as it was asso-
ciated with individualist psychotherapies, talking therapies, and treat-
ing the family in order to treat the child, they generally did not. In this 
way, a strong resistance to psychogenic theories of autism coexists with 
acceptance of some components of psychodynamic theory.

However, the influence of psychoanalysis in the relational camps in 
Italy contrasts with the Brazilian scene. Psychoanalysis is far less influ-
ential in Cascio’s fieldsite than in Brazil, as well as in France as reported 
by Chamak (Chamak 2008; Chamak et al. 2011). Several participants, 
both parents and professionals, referenced tensions with the psychoana-
lytic camp. This difference may be due to the distinct trajectories of com-
munity-based (develop)mental health care post-PR in these countries. 
Whereas PR in Brazil involved a political and clinical alliance with psy-
choanalysis, in Italy, it did not. Today, psychoanalysts have a strong polit-
ical and therapeutic claim to autism in Brazil and are an important force 
in the debates about the definition and appropriate treatment of autism. 
In Italy, psychoanalysis has had influence in some sectors of psychiatry 
following PR, but this influence waned in the 1980s (Benvenuto 1997) 
and psychoanalysis today is rather separate from the fields that primarily 
address autism, especially neuropsychiatry. Psychoanalysis in Italy is more 
associated with psychologists and “socio-psycho-pedagogical” figures 
(Benvenuto 1997) and has had a stronger influence in the northern parts 
of Italy (Feinstein 2010). However, as the above sections describe, the 
dominant approaches to autism in psychology—affirmed by the national 
guidelines—are psychoeducational. The influence of psychoanalysis 
can be seen in the blending of US-influenced cognitive and behavioral 
approaches to autism, such as TEACCH, with relational approaches that 
draw on psychodynamic theory. However, psychoanalysis in those words 
(la psicoanalisi) is often rejected in autism-specific circles due to its asso-
ciation with parent-blaming etiological theories.

3.8  brazil: Pre-reform ethoS, SPecial education 
and PoSt-reform mental health ServiceS

As in Italy, understanding the relationship between PR and autism 
in Brazil necessitates delving into the broader history of institutional 
psychiatry in Brazil, prior to deinstitutionalization reforms, and its 
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relationship with the kind of medical-pedagogical interventions directed 
toward “abnormal” children. From the early to mid-twentieth century, 
the Brazilian psychiatric ethos balanced eugenic and hygienist influences. 
Its political mission focused on the nation’s progress and aimed to order 
social life beyond health/disease issues, removing “dangerous” individu-
als (considered to include the poor, insane, orphans, and other so-called 
deviants) from social spaces (Ribeiro 2006). Institutionalization there-
fore had then a double task: both to protect the social realm and to disci-
pline abnormal individuals—either correcting them, or controlling those 
presumed to be incorrigible (Ribeiro 2006; Rizzini 2008). This system 
often relied on “extreme technological interventions,” such as lobotomy 
and involuntary sterilization in psychiatric facilities, but not as extensively 
as was the case in other custodial systems, as in the USA for example 
(Block 2007; Lima et al., this volume).

However, the Brazilian hygienist model also opened space for milder 
forms of management of so-called deviants in the medical-pedagogical  
realm, such as special education classes within psychiatric hospitals.  
In addition, philanthropic and religious institutions provided care to 
“abnormal” children, mostly through education. This pedagogical 
approach later had an important role in restraining Brazil from the mas-
sive institutionalization of people with disabilities, in contrast to what 
happened in USA, for example (Block 2007; Lanna 2010; Lima et al., 
this volume). It also set several standards for future specialized care of 
autism outside the custodial matrix (Fonseca 2011).14

Philanthropic services from civil society also offered assistance to chil-
dren with a variety of intellectual and developmental disabilities using 
non-medical approaches. The most prominent is Sociedade Pestalozzi, 
founded in 1937 by Helena Antipoff, a Russian developmental psycholo-
gist. As detailed by Lima et al., this volume, Antipoff’s perspective aban-
doned stigmatizing terms such as “retarded” and “abnormal” in favor of 
the concept of crianças excepcionais (exceptional children)—a category 
comprising several types of disabilities and severe mental conditions (see 
also Block 2007; Block and Cavalcante 2014). Antipoff considered the 
origin of disability to include both organic and socioeconomic condi-
tions. However, the practices of care developed at Sociedade Pestalozzi 
did not totally break with the institutionalization paradigm. The idea of 
an institution as a special/protected environment was enacted through 
services organized as boarding schools or other disability-exclusive 
settings, using educational approaches in segregated settings with a 
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multidisciplinary team of professionals. Such spaces reproduced (even 
partially) institutionalization’s goal of keeping the crianças excepcion-
ais apart from general social realm (Gonçalves Mendes 2010; Rafante 
and Lopes 2008).15 Over the years, Sociedade Pestalozzi founded several 
branches. Despite uneven distribution throughout the country, as well as 
problems with funding and human resources, they established a legacy of 
alternative approaches to psychiatric institutionalization of children, and 
set standards for parent advocacy movements in Brazil.16 Recently, these 
institutions have faced challenges after the adoption of the inclusive edu-
cation paradigm in national policy, and had to reformulate their activities. 
Now, they operate mainly as a complementary special educational service 
for students with disabilities (autism included) enrolled in regular school-
ing system, and also provide professional training in special inclusive edu-
cation for teachers (Fonseca 2011; Rios and Costa Andrada 2016).

Initiatives outside the custodial psychiatric matrix, such as these educa-
tional options, promoted changes in conceptions of disability, and offered 
alternatives to institutionalization. They were also the birthplace of sev-
eral disability rights associations—as they actively included parents as part-
ners in care, displayed an openness to parental expertise, and supported 
their activism (Lanna 2010). But, despite these positive outcomes, specific 
transformations in broader federal mental health public policies, services, 
and legislation did not emerge until the PR process, from late-1970s on.

This history brings us to the current moment, in which two differ-
ent systems serve people with autism: those within and those outside 
post-reform public mental health services. Currently, the services from 
PR matrix that deal most directly with autism are the Centros de Atenção 
Psicossocial (Centers for Psychosocial Attention—CAPS) and Centros de 
Atenção Psicossocial Infanto-juvenis (Centers for Psychosocial Attention 
for Children and Youth—CAPSi). Divided by age group (CAPSi serve 
children and youth until the age of 18; CAPS serve adults), they pro-
vide interdisciplinary psychosocial assistance to a variety of conditions: 
psychosis, autism, alcohol and drug abuse, social vulnerability, etc. They 
operate through a combination of theoretical approaches, counting 
on families and territorial ties to collaborate with care (Couto 2004). 
Collective activities are the norm, and their clinical rationale considers 
uniqueness and diversity as key elements to promote social inclusion and 
citizenship. But this assistance is not unproblematic: sometimes these 
services find barriers that compromise effective care—ranging from 
lack of material resources, to uncommitted families, to unhelpful local 
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political dynamics. As in the Italian context (and the USA—see Lima 
et al. this volume), the transition from child to adult mental health ser-
vices is not simple for persons with autism. While CAPSi and CAPS share 
the same ethos, both political and clinical, CAPSi is perceived as being 
better equipped to deal with the particularities of autism. There are two 
main reasons given for this perception: (1) autism first entered men-
tal health public policies as part of the agenda for children and youth, 
served by CAPSi, and (2) pragmatically, CAPSi tend to group children 
in collective activities using age group and a loose criteria of “children’s 
profile”—which, in some cases, results in diagnostic-driven groups and 
activities. This sorting by diagnostic criteria is not common at CAPS, 
which often becomes problematic in the case of persons with autism in 
adult services. In her fieldwork, Costa Andrada found professionals and 
parents facing challenges with the transition of youngsters with autism 
from CAPSi to CAPS. During a family meeting at a CAPSi, a father of a 
teenager with autism with high support needs voiced his concern:

I know my daughter can’t stay here for long, but I think CAPS won’t do 
her good. This worries me… They deal with a lot of things there, they 
don’t have this one-to-one dedication. I see here you kind of sort the 
kids… like, put the special ones, the autistics, in the same group. I know 
CAPS can do a good job, but I don’t think they know how to attend to 
my daughter’s special needs.

CAPSi, although created almost a decade after CAPS, were pioneers in 
dealing with autism within the mental health field (Lima et al. 2014). 
Despite CAPSi’s relative expertise on autism, they are not specialized 
centers, nor autism exclusive services. Specialized services are rare within 
the public mental health network. As autism advocacy became stronger 
over the years, such specialized services became the leading demand. As 
we will see in the next sections, this is central to the current controversies 
around autism care in Brazil.

3.9  autiSm today: local controverSieS  
in PoSt-reform contextS

Around the world, autism has become a major global health and global 
rights concern (Grossman and Barazzo 2007). It is also a source of great 
controversy and contestation. These controversies take local form which 
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we argue are shaped—in part—by these local histories of PR which 
are inextricably tied with and generative of different clinical and polit-
ical landscapes of autism care. The following sections turn to the local 
controversies and politics around autism in Brazil and Italy in the early 
decades of the twenty-first century. In both countries, we focus particu-
larly on the way in which the organic and relational dimensions of autism 
are conceptualized and the way these conceptualizations are mobilized 
by parents, professionals, policy-makers, and people with autism. In 
Brazil, these contests center on the paradigm of “autism as a disability.” 
In Italy, various conceptualizations of “autism as a way of being” play 
into the organization of autism services. In both contexts, parent advo-
cacy for an organic model of autism and for autism-specific therapies 
and interventions challenge the diagnosis-agnostic ethos of both PR and 
psychoanalysis, as the common lack of specificity in community-based 
(develop)mental health services.

3.10  autiSm controverSieS in brazil: advocacy, lived 
exPerienceS and the Paradigm of “autiSm aS a diSability”

In recent years, autism has become an object of a contentious debate 
between advocacy groups17 and mental health professionals within 
Brazil’s SUS. These groups criticize the treatments offered at public 
mental health services, such as CAPSi and CAPS, demanding public spe-
cialized treatments outside the scope of the mental health services. They 
generally do not ally themselves with public mental health professionals, 
refraining from an important feature of PR’s legacy. Instead, they argue 
that autism is better understood as a disability, preferring alliances with 
disability rights groups, and experts from rehabilitation and education 
fields. From their perspective, this alliance has a double vantage: (1) iden-
tifying autism as a disability dismisses the psychogenic hypothesis, because 
autism is understood as an effect of neurobiological impairments inter-
acting with hostile socioenvironmental barriers. Also, it reconfigures the 
role of parents from “inducers” of their children’s autism to active actors 
in their treatments (Ortega 2009b; Silverman 2011); (2) Brazilian leg-
islation regarding rights and benefits to persons with disabilities is more 
protective than the one concerning people with severe mental disorders18 
(Rios and Costa Andrada 2015). Entailed within the autism-as-disability 
perspective in Brazil are demands for diagnosis-specific interventions.
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The insufficiency of public assistance to autism, especially to children, 
is a major consequence of autism’s late entry into the public mental health 
sector and has motivated parents of children with autism to take the mat-
ter into their own hands.19 Throughout the 1980s, different parents’ 
associations created services aiming to fill gaps in assistance, and started 
to consolidate a new paradigm: the notion of autism as a disability in con-
trast to a form of mental suffering. It was built from the general back-
ground of philanthropic special education institutions, described above, 
combined with the emergence of services provided by parents’ organi-
zations, whose first initiatives were based on educational and rehabilita-
tive models. They imported and adapted foreign practices of care (such 
as ABA and TEACCH) as key components of their activities of advocacy, 
care, and training (Nunes 2014; Rios and Costa Andrada 2015).

Since the early 2000s, various grass-roots groups have gradually built 
political influence, lobbying with politicians to advance autism politics from 
the local to the national level (Costa 2013; Nunes 2014). Their lobby led 
to the passage of federal law 12.764 in 201220 recognizing “autism as a 
disability for all legal purposes” (Brasil 2012). This law sets wider social 
protections and access to benefits than would be available were autism not 
classified as a disability, but it does not define which services are respon-
sible for autism care, despite stakeholders’ demands for specialized treat-
ments outside CAPS/CAPSi. From these parents’ perspective, social 
inclusion depends more on the achievement of specific skills or abilities that 
will come only through structured therapies (such as ABA or TEACCH), 
and not so much from psychosocial interventions in collective settings. 
Based on their first-hand experience of post-reform services, they rightly 
point out the insufficiency of time, infrastructural barriers, and scarcity of 
resources as common issues in CAPS/CAPSi in attending autism special 
needs—in practice, several of these services can only provide a couple of 
hours/week of group therapy, and few individuals with high levels of sup-
port needs get to be singly assisted.21 These stakeholders also take issues 
with some influences of psychoanalysis in public mental health services 
(Block and Cavalcante 2014; Rios and Costa Andrada 2015; Nunes 2014).

On the other hand, their criticism loses sight of the scope of these 
services’ interventions that deal with social determinants and intersec-
tions of disability and poverty, such as the territorial practices of care. 
These actions range from home visits to collaborations with different 
health services and partnerships with other sectors’ institutions (jus-
tice, social assistance, education, culture, and so on). Their rejection 
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of CAPS/CAPSi and the related understanding of autism as a form of 
socially embedded suffering de-emphasizes the complexity of autism in 
the context of social vulnerability—a major issue in autism care and poli-
tics given Brazil’s stark social inequalities.

Law 12.764 is criticized by the mental health sector and psychoana-
lytical community, who took issue with the status of autism as a disabil-
ity. Because most of these professionals are unfamiliar with the Disability 
Studies field, they tend to resist the idea of autism as a disability, consid-
ering the term to be stigmatizing and associating it with a deficit-driven, 
personal-tragedy model of disability. They consider calling autism a defi-
ciência (disability22) to be a means of reducing the autistic subject to a 
position of deficit, worsening the stigma faced by people with autism 
(Rios and Costa Andrada 2015).

This controversy appears intractable when looked at only through 
public discourse. However, when approached from local perspectives, 
this schism is not so sharp. In Costa Andrada’s study, services users and 
their families are far from unanimous in the rejection of CAPS/CAPSi.23 
Although some of them do share the critique regarding gaps in assis-
tance, and even started to organize themselves to demand an autism spe-
cialized/exclusive service, their motivations differ from those expressed 
in the public discourse of advocacy organizations. They consider a 
“specialized service” an option from a pragmatic perspective, and not 
because they disagree with the ethos of public mental health services. As 
a mother of a boy with autism explains:

We keep going back and forth with these kids… For us, it is very wear-
ing… Can you imagine how it is for the autists?! We take the child to the 
school in one place, psychologist in another, the speech therapist is far, 
CAPSi is once a week… Anyway, all these professionals are in different 
places! So if we had all of them in one place, it would be much simpler.

But this pragmatic approach to treatment and service options can also go 
the other way: in contexts of extreme social vulnerability, some families 
embrace the community-based approach as well as more structured ther-
apies. A mother, whose son attends services of both kinds, explains:

Why not both? There are so few places where I can take my son… you 
know, in one place they fix one part of my son’s problems, and in the other 
place, they take care of the other problems…
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Either way, these mothers realize the territory might offer possibilities of 
care and social inclusion to their children, and also recognize the gaps in 
the local management of public health services and intersectoral actions. 
They found different services that could offer specific types of care to 
their children (and themselves). Such pragmatic attitude overcomes the 
dichotomies of the politics and discourses around autism. Most impor-
tant, it also points to the necessity of a stronger articulation between ser-
vices and policies—from the local territorial arrangements to the national 
scenario.

3.11  italy: advocacy, lived exPerienceS, and the 
Paradigm of “autiSm aS a way of being”

As in Brazil, parents’ associations in Italy play an important role in the 
landscape of autism services. These associations tend to take an organi-
cist approach to autism—yet, this organicism is very different from that 
rejected by Basaglia’s PD and the deinstitutionalization movement. Just 
as organicism was harmful in the era of institutionalization, parents find 
it helpful in the post-PR world. This contrast demonstrates the impor-
tance of local and historical context on the mobilization of scientific 
ideas. Such ideas are not inherently helpful or harmful, but rather are ren-
dered helpful or harmful in social context.

This section addresses the origins of autism-focused parents’ associ-
ations and self-advocacy associations, contextualizing them within the 
broader history of associational movements in Italy. It also addresses the 
definition of autism not just as a disability but also as a “way of being,” 
as it is mobilized both by professionals and parents. As is the case of “dis-
ability” in Brazil, this definition seeks to define autism as an organic, bio-
logically determined phenomenon, while still foregrounding the social 
and interpersonal nature of the challenges faced by people affected by 
autism. Defining autism as “a way of being” means seeing it as a conse-
quence of a mismatch between the individual (with innate/inborn autis-
tic characteristics) and a hostilely neurotypical world.

The first autism-specific parents’ association in Italy was the 
Associazione per le ricerca sulle psicosi e l’autismo (Association for 
Research on Psychosis and Autism—ARPA), founded in 1983 in Rome 
(ARPA, n.d.). As of this writing, the three largest national autism associ-
ations in Italy form FANTASIA.24 Parent and self-advocate organizations 
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undertake many initiatives: fighting for the rights of persons with autism, 
directing research initiatives (Hanau and Cerati 2005, 74), and initiating 
experimental projects. The presence of parents’ associations was felt in 
many of Cascio’s seven main fieldsites, many of which were created with 
the heavy involvement of associations, foundations, and/or cooperatives 
founded or supported by parents.

The current climate of parent–practitioner relationships in Italy is 
tense, as evidenced by books such as Disabili, famiglie, e operatori: chi è 
il paziente difficile (Vivanti 2006), whose title translates to “people with 
disabilities, their families, and staff: who is the difficult patient?” Much of 
this tension may derive from psychogenic etiological theories of autism 
that place the blame for the condition on poor parenting, most nota-
bly (even in Italy), Bruno Bettleheim’s (1967) Empty Fortress. Indeed, 
Associazione Nazionale Genitori Soggetti Autistici (National Association 
of Parents of Autistic People—ANGSA) was formed to fight against 
psychoanalytic parent-blaming which came to Italy largely from France 
(ANGSA 2016; Feinstein 2010, 111). Bovi and colleagues link the 
change from psychoanalytic to organicist views of autism in Italy in the 
late 1980s to a conference organized by parents’ groups, which stressed 
not only the organic basis of autism and the need for specialized treat-
ment, but also “the importance of a collaboration between practition-
ers and parents, the former experts on autism, the latter experts on the 
autism of their own children” (2003, 215—Cascio’s translation). From 
their beginnings, associations like ANGSA sought the collaboration 
of professionals, but they did not find this an easy path. As Bovi et al. 
(2003, 215—Cascio’s translation) explain, these efforts:

came to a halt precisely because in many levels autism continued to be 
regarded as a disorder with relational origins. The parents did not succeed, 
therefore, in getting recognition of the new arguments which, however, 
they still wielded with difficulty in the face of professionals who were not 
open to refusing their outdated conceptualizations of autism and how to 
care for people with autism.

Parent-advocates continued their efforts, in 1988 forming the “Autism 
and Psychosis Group” within the ANFFAS of Milan, “seeking the wel-
come of some professionals who were open to new ideas and available 
to engage with them” (Bovi et al. 2003, 215—Cascio’s translation).  
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With effort and patience, parents were able to find professional collab-
orations but not the allegiance of all professionals. In contrast to Brazil, 
the presence of child neuropsychiatry may have helped the parents’ 
approach to take hold, as neuropsychiatrists and parents both argued 
for a neurobiological basis of autism. These groups also aligned with 
psychologists who took a psychoeducational, cognitive, behavioral, or 
cognitive-behavioral approach (in contrast to psychologists who took a 
psychoanalytic approach).

The situation outlined thus far has involved changing contests 
between different approaches to disabilities such as autism. Democratic 
Psychiatry opposed older organicist approaches to mental and develop-
mental disorders generally, which focused on physical and pharmaceuti-
cal institutionalization. Decades later, however, autism parents’ associates 
found organicism to be a solution to older psychoanalytic approaches to 
autism specifically, which focused on relational causes of and solutions 
to autism. However, the organicism advocated by these parents does not 
resemble the organicism of institutionalization even though it is similar 
in theories of etiology. Parents of people with autism and profession-
als who specialize in autism both described autism as rooted in organic 
causes, but also as a different “way of being” that should be understood 
and worked with, not against.

Nearly half of professionals (N = 22 of 45) in Cascio’s study made 
comments to this effect, defining autism as a way of being, understand-
ing the world, or processing information; a state of being or functioning, 
an aspect of the human condition, a different perception of the world 
around the person, and even another culture. Autism can therefore 
be understood as a mismatch between the way the person with autism 
exists, and the surrounding world. Defining autism as its own way of 
being can offer positive valuation, moving away from deficit-focused lan-
guage. This perspective of autism-as-difference can be seen in all three of 
the intervention models described earlier in this chapter, as they focus on 
changing the environment as the first step in facilitating change for peo-
ple with autism—a sort of social model of neurodisability.

The “different way of being” discourse was also important to parents. 
Fifteen interviews with parents (39%) included some version of this dis-
course which described people with autism as having “a different view 
of the outside;” “a way,” “[his] own way,” or “manner all his own” of 
seeing, relating, understanding, being, perceiving, communicating, func-
tioning, socializing; “a very particular world;” and/or a “different real 
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world,” a world “where you [the person with autism] understand oth-
ers, but the others do not understand you.” This invocation of “another 
world” occurred in these statements either to describe autism as itself 
another world, or as a condition in which the world of others, built by 
others, is not hospitable. One mother went so far as to tell Cascio, “For 
me the fact that she has autism is like saying that she has blond hair and 
blue eyes, it’s the same, on the same plane, really. It’s a characteristic.” 
This perspective lends itself to a diversity framework with clear paral-
lels to the liberatory message of Democratic Psychiatry. As one parent 
explains:

In my own words, autism is… it’s not a disease but a way of being […] we 
should learn from the time we are in preschool that each of us is different 
from the other, and therefore even people with autism are not to be seen 
as strange people, but like people different from us. Very different than us, 
clearly, sure. [….] We need to have respect, you see. Don’t take away the 
respect that each of us on this earth deserves. In the same way they need 
[it], they have a right to the same respect. (Interview, Parent)

Notably, fewer parents invoked this discourse than professionals, 
who more commonly included the idea of a different way of being in 
their definitions. Moreover, parents’ use of the different world nar-
rative hinted more at deficit than the different way of being discourse. 
However, parents talked about potentially bridging these worlds when 
they talked to their children about their autism. Parents who reported 
talking about autism with their children commonly described the central 
message as being that all people have different strengths and weaknesses, 
and that the characteristics of autism are a part of that common human 
experience. Summarizing this theme, one mother explained very clearly:

One thing that I taught [my son], which fortunately he took up very 
well, I always tell him, “each person has some difficulties. Each person is 
able to do some things, but is not able to do others. Therefore you aren’t 
good, let’s say, in math, like some other people who are very talented in 
it, but you for example have an exceptional visual memory and therefore 
you will do something really great using this skill of yours, for example.” 
(Interview, Parent)

Youth drew on the discourse of different strengths and weaknesses as 
well, suggesting that their parents’ conversations with them may have 
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had an impact. Youth drew on some positive language to describe their 
difference, even if they talked about difficulties as well. They described 
themselves as “good,” “intelligent,” “advanced,” “better than the oth-
ers,” having “nerd power,” and even “a new species of human being.” 
Cascio asked youth what they were afraid of with respect to autism, and 
one youth encapsulated the difference-not-deficit narrative when he 
answered: “I am afraid that people think I am different in a negative way 
but in my opinion I am different in a positive way.”

Both reading autism as a way of being and explaining autism in a 
non-deficit-focused way allude to neurodiversity discourses and the 
idea of autism as an identity. Although the discourse of neurodiver-
sity25 had not penetrated the Italian scene of Cascio’s 2012–2013 
to the extent that it had the English-speaking giants (Baker 2006; 
Boundy 2008; Brownlow 2010; Cascio 2012; Fenton and Krahn 
2007; Hart 2014; Kapp et al. 2013; Orsini 2009; Ortega 2009a; 
Silverman 2011), the use of the way of being discourse aligns with the 
ideas of neurodiversity.

However, the discourse of a way of being, in the context of 
autism-specific services, was not directly opposed to a medical mode of 
disability. This model still appeared in autism services that could be read 
as medicalized: services that were often specialized for autism based on a 
diagnosis made by a medical professional and that followed educational 
programs such as TEACCH and ABA while often attending to the phar-
maceutical needs of the people attending, and sometimes employing the 
psychiatrists that managed these prescriptions in the first place. The idea 
behind these interventions, in the context of a definition of autism as a 
way of being, was not that one should change the environment instead 
of changing the person with autism. Rather, these changes to the envi-
ronment were made for the purpose of helping the person with autism to 
learn, grow, and, in a sense, change.

Like the paradigm of autists as “disabled” and “special” in Brazil 
served the needs of families and professionals to create and obtain spe-
cialized services, so the paradigm of autists as qualitatively “different” in 
Italy served to shape the call for autism-specific services. Both Brazilian 
parents’ use of “disability” and Italian parents’ use of the different way 
of being discourse served to offer non-deficit counter-narratives to the 
diagnostic narrative of impairments, providing parents a concrete way to 
interact with both their children and the world of autism services.
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3.12  concluSion

Psychiatric reform, deinstitutionalization, and subsequent communi-
ty-based care policies have impacted the destinies of people who meet 
today’s criteria for autism spectrum conditions in Brazil and Italy. Such 
individuals were likely confined to institutions prior to the deinstitution-
alization movements of the 1970s–1980s, and are currently served in 
a network of community-based care that is shaped by the rationale and 
politics of PR. Contemporary dilemmas around autism take local shapes 
in Brazilian and Italian contexts, and are intermingled with the rationales 
of PR in these countries and the policies and practices that emerged as a 
result.

While both Italian and Brazilian PR took radically emancipatory, 
democratic, and holistic perspectives, they differ significantly in some 
respects. For example, psychoanalysis is still deeply integrated with PR 
in Brazil but less explicit in its influence on psychiatry, psychology, and 
neuropsychiatry in Italy. Furthermore, in the present moment, we see 
significant differences between the attitudes of autism parent movements 
in Italy and Brazil toward the outcome of the anti-asylum and pro- 
community-care models: Italian autism parents’ movements generally 
favor these movements while Brazilian autism parents’ movements tend 
to contest them.

However, taking a broad historical view of autism politics in Brazil and 
Italy that goes back to PR and looks at the similarities between these his-
torical trajectories can better inform our understanding of the current sit-
uations and the discourses mobilized by various actors. Most notably, in 
both contexts, the discourses of parents and professionals reveal the flexi-
bility of different concepts to be deployed for different political and clin-
ical agendas. In Brazil and Italy, parents strongly advocate for a view of 
autism that is organicist—biologically based and diagnostically specific—
in contrast to the anti-organicist, anti-positivist, and even anti-diagnostic 
perspectives of PR. While both the PR movements of the late twentieth 
centuries and the autism movements of the early twenty-first centuries 
seek social inclusion, respect for rights, and freedom for people with disa-
bilities like autism, they mobilize nearly opposite discourses to accomplish 
it. Taking a historically informed view of current autism politics moves 
beyond the dichotomies and extremities of the current political landscape 
by demonstrating the contextual nature of these discourses, opening up 
space for the recognition of common ground and, perhaps, integration.
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noteS

 1.  In this chapter, we use the single word “autism” to encompass a range of 
diagnoses currently referred to in the DSM-5 as “autism spectrum disor-
der” (American Psychiatric Association 2013). Most importantly, we use 
it to mean the term that was most meaningful to our participants.

 2.  The concept of “deinstitutionalization” varies along with the different 
processes of reforming psychiatry. For example, in the US Preventive 
Psychiatry model, ‘deinstitutionalization’ means “a set of measures to 
reduce the inflow of patients in psychiatric hospitals, or to reduce the 
average duration of hospitalization, or, also, the promotion of hospi-
tal discharges” (Amarante 2007, 50). It mainly implies changes in the 
dynamics and in the social role of the psychiatric hospitals, and, therefore, 
can be better described as a process of dehospitalization. On the other 
hand, in Basaglia’s Democratic Psychiatry, ‘deinstitutionalization’ carries 
a wider meaning, and “(…) is not restricted to, much less is to be con-
fused with dehospitalization, insofar as dehospitalization means only to 
identify transformation with the extinction of asylar/hospital organiza-
tions. (…) deinstitutionalization means to understand the institution in 
its dynamic and necessary complex sense of practices and knowledges that 
produce certain ways of perceiving, understanding and relating to histori-
cal and social phenomena” (Amarante 1998, 53).

 3.  Although the term integrazione is often glossed as inclusion, others 
(D’Alessio 2008, 57–58) explain that they are not exactly synonymous 
and advocate for a more inclusive integrazione. Full discussion of this 
issue is beyond the scope of this chapter.

 4.  Later, the 1988 Constitution defined “health as a right of every individual 
and duty of the state,” with universal health coverage as a fundamental 
right of all citizens (Brasil 1988). The Brazilian Unified Health System 
(SUS) was created in 1990 with this purpose, structured by principles 
of universality, equity, integrality in health care, and decentralization, 
regionalization, hierarchy, and social participation in its strategies. SUS 
has, in many ways, been successful in accomplishing many of its goals, but 
in practice, universal coverage still faces challenges: resistance from pri-
vate health sector lobbies in Congress, underfunding, barriers to access, 
and maldistribution of skilled human resources, resulting in gaps in assis-
tance. Autism advocacy is one of several health advocacy movements that 
evokes ‘health as individual right and duty of the state’ as legal basis for 
their claims. They denounce these gaps, demanding specialized assistance 
through judicialization and local political alliances.

 5.  The advantage of focusing on suffering is to destigmatize psychiatric 
conditions, characterizing them as experiences that are simultaneously 
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singular and universal in human life. Services in the post-reform matrix 
followed this rationale and operate from non-specialized perspectives. 
Later, this approach clashed with claims of autism advocacy groups, that 
decline the “subject burdened by severe mental suffering” as an ade-
quate label to autism, preferring a bioidentity built specifically from a 
(psychiatric) diagnosis, which sustains their demands of specialized/ev-
idence-based services (Bezerra 1992; Nunes 2014; Rios and Costa 
Andrada 2015).

 6.  In Brazil, psychoanalysts commonly work as professors and/or research-
ers at universities and public health institutions, and often participate as 
professional staff at a number of public mental health services. However, 
psychoanalysis presents different profiles in private and public sectors. In 
the first one, it follows a “classic” ethos of psychoanalytical societies, with 
transmission through study groups, seminars, clinical supervisions, and 
didactic psychoanalysis. Dialogues with other disciplines are scarce. In the 
latter, however, psychoanalysis is embedded in a multi-disciplinary ethos 
of humanities in universities and research institutes and engaged in politi-
cal debates in public health.

 7.  Among the practices commonly used in these settings, one can find chil-
dren’s groups, family therapy groups, craft workshops, group activities 
with children and parents, and so on. However, this influence does not 
mean that psychoanalysis is the only therapeutic framework available.

 8.  Cascio has previously discussed these histories in their dissertation 
(Cascio 2015a) and a blog post at https://culturemedicinepsychiatry.
com/2015/03/25/guest-blog-culture-medicine-and-neuropsychiatry/.

 9.  Giovanni Bollea has also been given this title (Fiorani 2011; Migone 
2014).

 10.  For more details, see Cascio (2015a).
 11.  Often shortened as psicomotricità. However, the term psicomotricità also 

refers to a specific relational approach, referenced below in the work of 
Anne-Marie Wille.

 12.  This term was also used to refer specifically to cognitive-behavioral ther-
apy (CBT). For a full discussion of the nuances of CBT, cognitivism, and 
behavioralism, see Cascio (2015a).

 13.  Indeed, many scholars and participants have argued that the primary role 
of psychiatrists is in prescribing and supervising medication, whereas the 
work of interventions such as ABA and TEACCH is more associated with 
psychologists.

 14.  As Eyal et al. (2010) demonstrate, diagnosis rearrangement and availabil-
ity of services are intrinsically related. In early to mid-twentieth century’s 
Brazilian psychiatric ethos, the mere existence of alternatives to psychi-
atric asylums impacted diagnosis: where special education/philanthropic 
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services were available, the chances of a child be assessed as mentally 
retarded were higher, and her destiny was likely to be one of these ser-
vices. However, wherever these alternatives were absent, diagnosis would 
follow a psychiatric matrix with subsequent institutionalization. In Brazil, 
systematic diagnosis of autism took place only as recently as the 1980s, 
and for most of the twentieth century, people with autism would be labe-
led either intellectually disabled or psychotic. For decades, psychiatrists 
and educators developed discrete spheres of services, with little theo-
retical convergence (Block and Cavalcante 2014). This is in direct con-
trast to Italy where, as described below, neuropsychiatry and education 
were tightly linked particularly through the educational model of Maria 
Montessori.

 15.  This is similar to the perspective of eighteenth century alienism regarding 
the creation of the first mental asylums; their goals were to protect the 
insane from the maleficent and sickening conditions of the social environ-
ment in order to allow them to be cured.

 16.  The first parents’ association for disability advocacy and assistance was 
found within Sociedade Pestalozzi: Associação de Pais e Amigos de Pessoas 
Excepcionais (Association of Parents and Friends of Exceptional People—
APAE), a non-specific disability service provider.

 17.  Usually, autism advocacy groups adopt a model of activism of public 
awareness, and political alliances in local and national spheres drawing 
from the disability rights movement. This differs from the PR’s alliance 
of experts-users-families, whose political actions aim for social participa-
tion and empowerment of services’ users regarding decisions about their 
own treatments. There are, though, persons with autism and their fami-
lies who aligned with this kind of activism that is more engaged in local 
strategies of care.

 18.  The mental health legislation is quite protective to former institutional-
ized patients, but this is not the case of most of the persons with autism 
nowadays in Brazil.

 19.  The first autism parents’ association—Associação de Amigos do Autista 
(Association of Friends of Autistic Individuals–AMA)—was founded 
in 1983, as an initiative to provide specialized care when treatment was 
scarce. It became a model of autism parents’ association in Brazilian con-
text. AMA operates a range of activities: advocacy, specialized assistance, 
public awareness and professional training. As other autism parents’ asso-
ciations, they sought financial support from public and private sectors. 
They also enhanced their expertise through training at international spe-
cialized centers (Mello et al. 2013).

 20.  It was named “Lei Berenice Piana,” after a mother of a youth with 
autism. She is a leading voice in autism parents’ advocacy for specialized/
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exclusive services outside public mental health scope, and lobbied for 
the implementation of a specialized/exclusive center to autism in her 
city, called Clínica-escola do autista—“Autistic’s Clinic-school,” in a free 
translation (Nunes 2014). For a first-person account on parental activism 
in local autism politics, see Costa (2013).

 21.  Reasons vary for this gap in assistance, from underfunding to high labor 
turnover due to changes in work contracts.

 22.  The Portuguese word deficiência translates literally as “deficiency.” It is 
a term associated with deficit and rehabilitation, and its semantics don’t 
easily allow the idea of diversity.

 23.  In a study on parents’ evaluation of autism assistance in CAPSi, Lima and 
colleagues (2014) found that they have an appraisal that is both critical 
of and more positive about these services than the appraisals of advocacy 
groups.

 24.  These organizations are: the Associazione Nazionale Genitori Soggetti 
Autistici (National Association of Parents of Autistic People), founded in 
1985; Autismo Italia, founded in 1998; and Gruppo Asperger, founded in 
2000.

 25.  The usage of the terms neurodiversità (neurodiversity) and persone neuro-
diverse (neurodiverse people) as well as the opposite neurotipici (neuro-
typicals) is, however, becoming more common. It is worth pointing out 
that the discourse of “autism pride” or “Asperger pride,” on the other 
hand, was more often raised during Cascio’s fieldwork.
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CHAPTER 4

Commentary: “Why Not Both?” 
Negotiating Ideas About Autism in Italy, 

Brazil, and the US

Francisco Ortega

4.1  introduction: autiSm and global mental health

Autism has recently become a major global mental health (GMH)  
priority. In 2008 Autism Speaks launched the Global Autism Public 
Health Initiative (GAPH) to enable the development of systematic and 
sustainable solutions for enhancing awareness, research, training, and 
service delivery for autism spectrum disorder (ASD) globally. According 
to GAPH, the ‘global burden of disease’ attributed to ASD is greater 
than to several other conditions such as ADHD and intellectual disa-
bility.1 Specifically, in the developing countries, individuals with autism 
and their families are more vulnerable due to poverty, malnutrition, vio-
lence, stigma, and scarcity of services (Rosanoff et al. 2015). Although 
researchers estimate a global prevalence of ASD of approximately one 
percent of the population, the condition gets undetected and individu-
als go without treatment in larger parts of the world. Limited expertise 
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and treatments challenge early detection and intervention for ASD 
(Wallace et al. 2012). Therefore, the GMH agenda for ASD aims to 
generate cross-national evidence on prevalence, treatment services, and 
human resources. Moreover, it claims that the global challenge of autism 
involves developing culturally appropriate and comparable diagnostic 
instruments as well as affordable care packages to be used by community 
health workers (Khan et al. 2012).

GMH initiatives for autism recognize alternative, community-based 
and culturally sensitive approaches from low- to middle-income coun-
tries (LMIC) and reject “one-size-fits-all” approaches for ASD research 
and interventions. And yet, an editorial in Autism Research on Autism 
and the Grand Challenges in GMH is cautious of “approaches already 
dismissed by research” (ibid.) such as psychoanalysis, which are still in 
use in several countries. There is an important tension here between, 
on the one hand, the need for culturally sensitive and community-based 
approaches to ASD, and on the other, the dismissal of those approaches 
when they fail to match the standards of evidence-based practices and 
interventions. In some countries like Brazil, psychoanalysis constitutes 
a widely used methodology for ASD within community mental health 
services. Moreover, as several critics have pointed out, despite GMH’s 
claims that their proposals are “evidence-based,” “most of them are 
highly speculative, bordering sometimes on what psychiatrists themselves 
like to call ‘magical thinking’” (Ingleby 2014, 222), and they exaggerate 
the benefits of the interventions, thereby promoting the interests of the 
pharmaceutical industry.

These tensions around culturally sensitive approaches to ASD 
and GMH claims to ‘scale up’ and generalize those interventions are 
evoked in Chapters 2 and 3 commented on in this chapter. By provid-
ing a range of views on autism theory and practice, policies relating 
to autism, and options for treatments in the United States, Italy, and 
Brazil, these pieces offer insightful perspectives on how global issues 
and controversies around ASD take local form. The controversies they 
depict play out across global and local spaces and epistemologies. While 
the global and the local are often conceptualized as discrete spheres, 
moving beyond the global/local divide has resulted in rich theorization 
in anthropology, as in Escobar’s notion of “glocality” (2001), Tsing’s 
concept of “friction” (2005) and Ong’s notion of “global assemblages” 
(Collier and Ong 2005), as alternative frameworks. Analyzing the con-
troversies as global assemblages “emphasizes their heterogeneity and 
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perpetual movement and traces their limitations through ‘technical 
infrastructures, administrative apparatuses, and value regimes’” (Bemme 
and D’souza 2014, 853).

In this chapter I argue that the notorious polarizations around autism 
might hide important negotiations and spaces beyond such antagonism. 
Examining systems of care delivery for individuals living with autism 
in their historical and social context enables us to see how binaries and 
polarizations (global/local, organicism/anti-organicsm, biological/
relational, mental suffering/disability) are challenged and transcended 
through the pragmatic negotiation and integration of those bina-
ries in the everyday work of those affected by autism, whether that be  
CAPSi (Centers for Psychosocial Attention for Children and Youth)  
professionals in Brazil understanding the condition as a disability ‘for 
legal purposes,’ parents negotiating etiological conceptions and get-
ting services from multiple sites, or neurodiversity activists arguing for 
non-individualist cerebral subjects.2

4.2  autiSm aS “Problematic category”
Controversies around autism’s etiology, treatments and polices emerge 
at least in part because autism constitutes a psychiatric category exposed 
to public negotiation by medical and non-medical actors. The ontolog-
ical status of autism, a “problematic category” (Rosenberg 2006), is 
in ongoing dispute. For some people it is a form of mental suffering, a 
mental disorder, a brain disease, an intellectual/relational disability or a 
different way of being based on the brain’s natural diversity. Through 
negotiations of the existence of autism (and other such nosological enti-
ties) as social facts, a certain amount of power is gained and lost by indi-
viduals affected by the diagnosis (Ortega and Choudhury 2011). The 
debate surrounding the condition extends out to other public spheres, 
involving activists (parents and caregivers of autistic children), lawyers, 
and virtual social networks. Autism is in this sense a “contested illness” 
(Brown et al. 2011). In the absence of lesions or of a biological root 
and in the face of uncertainty regarding etiology3 and the best form of 
care, status and treatment remain open fields of dispute. These clinical 
conditions are immersed within debates about their legitimacy and med-
ical, social, epistemic, and ontological status. They generate legal argu-
ments, administrative categorizations, and legislative maneuvers. Those 
who bear these illnesses and their caregivers thus often become activists, 
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mobilizing facts in favor of the condition’s legitimacy and forming 
groups through which they share their experiences and fight for rights 
(Ortega et al. 2016).

Controversies around appropriate treatments, service organization, 
and allocation of resources are often depicted as a conflict between 
 evidence-based, standardizable treatments and interventions designed 
in developed countries versus alternative, locally developed approaches 
from developing countries. However, reducing the issues at stake in this 
way conceals as much as it reveals, occluding the possibility of alterna-
tive frameworks and the complexity of conditions on the ground. In 
the United States, for instance, there is little consensus concerning the 
appropriate treatments and policies for ASD. Professionals, parents, and 
self-advocates disagree not only on the appropriate treatments or the 
best way to allocate resources (on biomedical interventions or on social 
support initiatives, and the relative amount allocated to each of them), 
but on whether autism is a disorder to be treated and, if possible, cured, 
or rather a human specificity (like sex or race) that must be equally 
respected. In Brazil debates revolve around conceptions of autism as ‘dis-
ability’ or as ‘mental suffering’ and their implications in policies and ser-
vices organizations.

The two chapters offer a historically informed and ethnographically 
grounded account of how such issues are experienced, negotiated, and 
lived in the United States, Italy, and Brazil. The use of an ethnographic 
approach enables “careful attention to the effects of the specific con-
texts within which interventions are embedded; simultaneous awareness 
of how practices in a particular time and place are connected to larger 
economic, political, and historical force; and close focus on the experien-
tial dimensions of the clinical encounter” (Jain and Orr 2016, 688). The 
local and historical particularities of the three national contexts alongside 
the everyday practice of mental health professionals make the abstract, 
globally circulating ideas meaningful in particular forms. Moreover, they 
illustrate how the same outlooks on treatments, interventions, service 
organization, and mental health policies may be beneficial in some con-
texts and damaging in others. Responding to these conditions involves 
more than the adaptation of evidence-based practices to different local 
realities. It requires the production of “locally relevant evidence” to sub-
sidize “best practices and intervention strategies” (Kienzler and Locke 
2017, 293) taking into account “contextually situated experience” 
(White et al. 2017, 18).
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Both chapters display complementary views on the public policies and 
debates around autism in three countries: Italy, Brazil, and the United 
States. They put forward a very rich and interesting view on the his-
tory of psychiatric deinstitutionalization of autistic individuals as well as 
on the constitution of policies for autism, autism advocacy, and public 
and ideological debates around conceptions and treatments. Two of the 
countries, Italy and Brazil, have a similar tradition of psychiatric reform 
(PR) and deinstitutionalization. In fact, Brazil psychiatric reform follows 
the Italian model of PR. Unlike these two countries, in which clinical 
and mental health agendas largely go hand in hand, public mental health 
care in the United States conforms to a biomedical model and promotes 
biomedical and pharmacological treatments for mental complaints. The 
National Institute for Mental Health (NIMH) foregrounds a clinical 
agenda, frequently in conflict with advocacy and activist movements’ 
emphasis on social inclusion and citizenship rights for individuals with 
autism. In each of these settings, we see how conflicts and controversies 
arise between different biopolitical structures, each with their own set of 
histories that inform the conceptual frameworks upon which their inter-
ventions are grounded. Perhaps more significantly, though, we also gain 
insight into how we might transcend the terms of these conflicts, instead 
of continuing to be limited by their dictates.

4.3  mobilizing diagnoStic categorieS  
to Pragmatic endS

The main insight from both chapters is the need to move beyond dichot-
omies and polarizations. Embracing a historically informed view of 
autism politics on the ground helps to transcend those dichotomies and 
polarizations and, as Cascio et al. (in this volume) observe, can “open 
[…] up the space for the recognition of common ground and, perhaps, 
integration” (p. 77). Both chapters focalize on the local and historical 
context in which scientific ideas about autism are mobilized, to show 
that they are not “inherently helpful or harmful,” but are “rendered  
helpful or harmful in social context” (ibid.). What we see from approach-
ing the autism landscape in the three countries is a pragmatic attitude 
regarding diagnostic categories, etiology, services, treatments and poli-
cies which are negotiated by different actors (medical and non-medical) 
inside and outside health services. This pragmatic attitude serves to shift 
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the terms of autism debates, taking conceptual binaries and reorganizing, 
challenging, or integrating them within the everyday practices of the dif-
ferent actors involved: parents, mental health professionals, and individu-
als living with autism.

Through these pieces, however, we also see how polarizations endure 
by serving social, political, and personal purposes. Defining what autism 
is in opposition to what it is not is frequently a means of advocating 
for the allocation of particular resources (and sometimes, as a means of 
rejecting others). In Brazil there is a battle over autism at the level of 
public mental health discourses and policies, opposing two understand-
ings of autism as ‘mental suffering’ or as ‘disability.’ The first view is 
advanced by the mental health network and resists diagnosis and specific 
services for autistic individuals. Parent associations champion autism as 
disability and favor diagnosis-specific services and evidence-based treat-
ments, in the process taking a stand against psychoanalysis. In Italy, 
where Basaglia and his colleagues largely rejected psychoanalysis, parent 
associations largely favor deinstitutionalization and community  mental 
health care. Conversely, the highly influential role of psychoanalysis in 
the Brazilian psychiatric reform and in the organizations of post- reform 
mental health services is definitely one of the main reasons for the dis-
trust of anti-asylum and community care models often seen among 
autism parents’ movements. In the face of what they called “a series of 
actions aiming to disqualify psychoanalytic approaches to treat persons 
with autism,” many members of the Brazilian psychoanalytic commu-
nity insist on the rhetoric of “war” (McGuire 2016), further entrenching 
a polarized rhetoric. Thus, Luciano Elia, a Lacanian psychoanalyst and 
professor of psychology at the State University of Rio de Janeiro, believes 
that “so far only psychoanalysis has proved to be effective. […] in mak-
ing important developments in autism care and research” (Elia 2013). 
He labels behavioral psychologists as “pseudoscientists,” who have suc-
cess with the “managers of the technocratic right wing and of compul-
sory institutionalization,” and with the middle classes that “crave for a 
hygienist and fascistoid social order” (Elia 2013, cited in Ortega et al. 
2016, 49). Taking such explicitly adversarial stances can thus both bol-
ster calls for intervention, and also protect against forms of intervention 
considered to be oppressive.

In autism debates in the US, polarizations also serve a purpose. 
Autistic identity politics draw on neurology to justify and naturalize dif-
ferences between autistics and neurotypicals, de-emphasizing intragroup 
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differences and in doing so, boosting polarized, dichotomous rhetoric. 
Emphasizing commonality within the spectrum of autism4 constitutes an 
important political move that would counter the critiques of several par-
ent and professional groups, who accuse them of speaking in the name 
of all autistics (Ortega 2013). In many such cases, we can observe how 
controversies over autism as a contested category actually function to sta-
bilize it.

Still, polarizations have an important epistemic, emotional, political, 
and economic cost. The polarization between many parents and pro-
fessionals (who frequently use an aggressive rhetoric, McGuire 2016) 
and neurodiversity advocates in the United States obstructs meaningful 
dialogue around the best way to provide for the needs of people living 
with autism and their families. In Brazil, the antagonistic understandings 
hamper serious discussions and cooperation between mental health pro-
fessionals and parent associations; what is worse, it divides already scarce 
resources, which are designated for the same public, between two differ-
ent networks (mental health and disability) with almost no interaction.5

Of course, not all parent associations in Brazil are against CAPSi, 
and, what is more important, despite the discourses against diagno-
sis and specific services, CAPSi gather children together with practical 
purposes according to criteria of “the children’s profile” which in prac-
tice frequently leads to diagnostically homogeneous groups and activi-
ties (Cascio et al., in this volume). In this sense, parents in Brazil display 
a pragmatic attitude when they adopt specialized services (a mother 
refers to the comfort of having all professionals in the same place) or 
embrace both types of services (mental health and disability) in con-
texts of extreme social vulnerability. “Why not both?” asks a mother 
in Costa Andrada’s ethnography of autism services in Rio de Janeiro 
(Costa Andrada 2017, 124). They don’t seem to worry too much about 
whether autism is a mental disorder, a neurobiological disease or an 
intellectual disability. Etiologic conceptions and public health services are 
mobilized according to their specific needs.

Parents also exhibit a pragmatic attitude when they ask CAPSi pro-
fessionals for medical reports and diagnosis in order to get the disabil-
ity compensation to which they are entitled under the new Autism Law. 
“I think you have to be careful, yes. You have to do something else 
before you give the diagnosis, but I also think the team takes too long,” 
declares a CAPSi professional interviewed by Souza Lima (2017, 94). 
And he adds:
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parents talked a lot about it: “I understand that you do not want to label, 
but the world requires the labeling. For you to enter a school you need an 
ICD6 diagnosis. If you do not take the ICD, the school will not accept it.” 
So, well, they need it. You cannot be there for a year and keep saying “we 
do not want to label your child.” Okay, you have to be careful, but you 
have to understand that the school is asking for such things. (ibid.)

We see here that the acceptance of labels with pragmatic ends does not 
involve any epistemological, ontological, and/or etiological commit-
ment to the ‘true’ nature of autism. Professionals in Brazil would be well 
served to keep this in mind, recognizing that medical reports alongside 
an autism diagnosis are a parent’s right (not to mention that most of the 
parents live in conditions of extreme social vulnerability, frequently resid-
ing far away from the CAPSi and with no or very little money for public 
transportation). The recent ‘Autism Law,’ a source of so much division 
in Brazilian autism communities, could be productively seen in that prag-
matic spirit as well. The second article of the law determines that “the 
person with an autism spectrum disorder is considered as a person with 
disability for all legal purposes [emphasis added]” (Brasil 2012). To be 
precise, what it is essential in the law is that ASD is considered a disa-
bility, rather than a mental disorder, “for all legal purposes.” Again, it is 
not about an ontological or epistemological commitment to autism’s real 
nature (in this case, a disability), but a pragmatic understanding of the 
condition as disability, as a way to “pursue the right to health through 
alternative channels. […] adopting an increasingly global discourse of 
disability rights to marshal new resources for care” (Lima et al., in this 
volume).

CAPSi professionals could benefit if they adopt this pragmatic attitude 
as well. At times they do, as when they arrange activities and groups to 
fit children’s profiles of ability and developmental levels. Actually, some 
professionals welcome the notion of “disability for legal purposes” to get 
social and educational inclusion among other benefits, as focus groups 
with CAPSi professionals in Rio de Janeiro illustrate (Souza Lima 2017). 
However, ontological stances run deep, sometimes contributing to the 
obduracy of conflicts even between groups committed to an integra-
tive approach. For example, as a recent ethnography with mental health 
professionals at CAPSis in Rio de Janeiro evinces, even professionals 
who are not psychoanalysts draw on psychoanalytic terms to describe 
their work. Or, even more bluntly, some professionals criticize the 
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psychoanalytic discourse that blame the parents, while at the same time 
they largely draw on that discourse to interpret clinical cases (Feldman 
2017). Psychoanalytic approaches thus continue to be extremely preva-
lent even in settings and among practitioners committed to eclecticism 
and integration.

In the case of the United States there is at first sight a clash between, 
on the one hand, autism advocacy professionals which advance a ‘milita-
rist’ and pro-cure rhetoric and a cultural logic of war together with claims 
for biomedical interventions, frequently resulting in acts of violence and 
discrimination against autistic people; and on the other hand, neurodiver-
sity activists opposing genetic and genomic research and biomedical treat-
ments for autism, claiming instead the acceptance and accommodation of 
autistic individuals (McGuire 2016). However, when we move beyond 
that polarization (‘for’ or ‘against’ autism), we begin to see nuances, chi-
aroscuros and pragmatic negotiations and integrations that challenge and 
transcend those divides and tensions. In fact, neither all parents oppose 
self-advocacy movements, nor do all autistic adults take stances associated 
with the neurodiversity movement. Some activist parents support neuro-
diversity and run autism acceptance projects, such as the ASPIE school 
in New York mentioned in Lima et al. in this volume. Conversely, some 
self-advocates display a pragmatic attitude toward medical interventions 
that does not fit neatly within the neurodiversity paradigm. The latter 
sometimes find it difficult to combine their identities as autistics within 
the autistic communities, and their identities within the neurotypical 
world, and this tension can become an important source of anxiety and 
suffering (Bagatell 2007). In addition, some autistic adults do want to 
be cured. Sue Rubin, a low-functioning autistic and subject of the doc-
umentary Autism is a World, claims that whereas high-functioning autis-
tics tend to be against a cure, low-functioning autistics generally hold 
the opposite position. “As a person with low-functioning autism that is 
still really awash in autism, I actually am aligned with the cure group,” 
she states, and “the thought of a gold pot of a potion with a cure really 
would be wonderful” (Rubin 2005; Ortega 2009). Unfortunately, this 
nuanced landscape is effaced through rhetoric emerging from the neu-
rodiversity movement that tends to homogenize neurodiverse brains and 
minimize their differences so as to support their claims for the existence 
of a brain-based autistic identity. Thus, the ‘autistic brain’ is displayed as 
ontologically homogeneous and radically different from the also homoge-
neous NT (neurotypical) brain (Ortega 2013).
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Rather than digging into the rhetoric of war and oppositions, it is 
more productive to investigate carefully the multiple ways different 
actors engage with autism according to “the position from which they 
stand and the types of claims they seek to gain” (Singh 2016, 12). In 
the case of genetic/genomic autism research Jennifer Singh deconstructs 
genetics and citizenship as “fantasies” of, respectively, a single gene and a 
single subjectivity. Her insightful examination of the experiences of sev-
eral adults living with autism evinces, as expected, that those adults dis-
played a much more ambivalent and less optimistic view on the potential 
uses of genomic science (which they consider of little value for people 
living with autism) than the biosocial communities formed by families 
that either lobbied, raised funds, or influenced research agendas or par-
ticipated in genetic/genomic research. And yet, although they oppose 
the idea of erasing autism through genetic technologies, adults living 
with autism also displayed ambivalence regarding the value of genetic 
knowledge. A father said he would accept a genetic test if it would 
lead to the development of medication for the undesired symptoms of 
Asperger’s; and another individual living with Asperger thinks that the 
identification of a gene for the condition “would have an important role 
in explaining what made him a person” (Singh 2016, 168). Individuals 
living with autism do not have just one univocal view of autism genomic 
research and its implications; they display different attitudes regarding 
their personal experience, identity negotiations, and advocacy.

In Italy, as well as in Brazil and the United States, parents and profes-
sionals pragmatically negotiate ideas about autism for different political 
and clinical agendas, sometimes doing so in ways that complicate what 
on the surface look like entrenched ideological oppositions. Despite the 
shared rejection of psychogenic theories of autism as derived from poor 
parenting, parents accept some elements of psychodynamic theory asso-
ciated with relational approaches. And, unlike Brazil, where psychoana-
lytic and behavioral approaches are opposed, there is in Italy a blending 
of cognitive and behavioral methodologies with relational approaches 
that incorporate psychodynamic theories. Additionally, the understand-
ing of autism as both biological and relational, rooted in organic causes 
but also as a different way of being shared by parents and professionals, 
helps to transcend disputes between these stances. The comprehension 
of autism as a biological condition removes the blame from the parents 
while preserving the relational dimension. Moreover, the idea of autism 
as a different way of being does not only serve to substantiate the social 
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model of disability and ideas of neurological difference or neurodiversity. 
It also boosts the call for autism-specific services and the medical model 
of disability (Cascio et al., in this volume).

4.4  beyond the organiciSm/anti-organiciSm divide

The local and historical context of the three countries examined in the 
two chapters, Italy, Brazil, and the United States, challenges the assump-
tion that ideas of autism as social/relational or as organic/biological nec-
essarily imply specific public policies and treatments according to each 
view. Those views are mobilized within different political and clinical 
agendas according to diverse sociopolitical contexts. The actors in these 
accounts display a pragmatic attitude regarding ontological and episte-
mological commitments. They mobilize different etiological and onto-
logical positions according to their utility to pursue the right to health 
and citizenship.

In Italy and Brazil, autism associations advocate for an organicist view 
of autism (a brain or neurobiological disorder which is diagnostically spe-
cific) that radically opposes the anti-organicist and anti-diagnostic stances 
of their respective psychiatric reforms. Psychiatric reforms emerged as a 
radical critique to the organicist view; in the present day, organicist views 
are taken up with the same aim as PR’s original anti-organicist stance, 
that is, the social, political, and educational inclusion of individuals with 
autism. Despite the different views around autism (‘mental suffering’  
or ‘disability’) in Brazil, both professionals at CAPSi and parent asso-
ciations advance a discourse of citizenship, albeit from opposite prem-
ises. While parents embrace an organicist view—autism as an identity 
marker—professionals reject identity politics, and champion an anti- 
organicist stance embodied in the notion of ‘citizens burdened by mental 
suffering.’ Still, both groups largely share basic assumptions of the social 
model of disability (Rios and Costa Andrada 2015).

Similarly, the idea of neurodiversity aligns with social construction-
ism and the social model of disability, while simultaneously presuppos-
ing real biological (and neurological) bodies, thus complicating the 
idea that social constructionist and biological understandings of autism 
are necessarily incompatible. Organicist views are widely shared by par-
ents, scientists, professionals and self-advocates (neurodiversity activists) 
in the United States. Unlike autism organizations that claim that autism 
is a neurological disorder, however, neurodiversity advocates affirm  
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instead that it is a neurological difference. Disorder or difference, the 
neurological ‘reality’ of autism remains unquestioned. Yet social meaning 
still matters; despite widely shared organicist stances, there is very little 
consensus in the US not only regarding treatments, resources allocation, 
and services organization, but also regarding the nature of the condition 
itself: whether autism is a terrible threat, an adversary to be fought or a 
natural human variation to be respected and even celebrated (McGuire 
2016). Similarly, in Italy, the organicist view mobilized by autism associ-
ations does not correspond to the organicism of psychiatric institution-
alization, but it is associated with the notion of ‘autism-as-difference,’ a 
different ‘way of life,’ or of being. Autism is organic or cerebral, and, 
simultaneously a different way of being, a different life-form. One may 
say that this constitutes an illustration of social constructionism substan-
tiating a physicalist view, not just of mental disorders, but of personhood.

The Italian view of autism as cerebral and, at the same time, as a 
way of being alludes to the discourse of neurodiversity (although, as 
Cascio, Costa Andrada, and Bezerra Jr., observe in their chapter, this 
discourse is still very incipient in Italy). Neurodiversity self-advocates’ 
appeal for a “neurological self-awareness” (Singer 1999) allows them to 
bypass the medical establishment, and provides a substitute to psycho-
analytic explanations that are considered unhelpful and even danger-
ous (Nadesan 2005). One function of embracing the vocabulary of the 
brain, therefore, is to remove the stigmatizing weight of psychother-
apeutic discourses on autism. Turning to the brain-based explanation 
as an alternative, however, does not lead to the adoption of the deficit 
model underlying the neurocognitive theories such as ‘mindblindness,’ 
‘weak central coherence,’ or ‘executive dysfunction.’ Rather, many 
autistic self-advocates draw on these theories involving the brain (often 
imprecisely) to substantiate the notion of a natural difference instead of 
an evidence for pathology. These individuals embrace the neurobiologi-
cal explanations of autism, but separate this from the concept of disease, 
instead associating the neuroscientific basis with a celebrated identity 
(Ortega 2009).

Interestingly, the case of the autistic self-advocates also challenges 
the notion that a neuroscientific basis for self-understanding—in this 
situation, even a brain-based theory that defines individuals as a- or  
un-social—is necessarily associated with a kind of identity that is alienat-
ing or individualizing. Rather, the very acceptance of the neurobiologi-
zation of autism is among this group of people the basis for a form of 
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social community of advocates who participate in meetings, discussions, 
and political formations with the common goal of resisting pathologi-
zation. This suggests an alternative to the frequently voiced assumption 
that neuroscientific explanations go hand in hand with atomized or iso-
lated ways of being. However, it is worth asking if, even though seeing 
oneself as a “cerebral subject” (Vidal and Ortega 2017) bolsters one’s 
sense of identity and helps erase the social stigma often associated with 
mental pathology, whether, on the other hand, it somewhat solipsistically 
narrows the notion of what it is to be a person (Ortega and Choudhury 
2011).

Similarly, in Italy ideas about autism as fundamentally organic or as 
fundamentally social/relational get mobilized differently according to 
the particular social and political contexts, and get evoked to substanti-
ate multiple types of claims. As in the case of neurodiversity activists in 
the United States, organicity and sociality are not opposed. The prag-
matic integration of sociality and organicity in the same view of autism 
transcends the dichotomies and polarizations that opposed Italian par-
ents and professionals. They all favor a biological etiology for autism that 
does not result in reductionist or solipsistic forms of personhood. The 
biologization or cerebralization of the condition is instead associated to 
a view of autism as a ‘way of being,’ a “state of being or functioning, 
an aspect of the human condition, a different perception of the world 
around the person, and even another culture” (Cascio et al., in this 
volume).

4.5  concluSion

Chapters 2 and 3 offer illustrations of the ways scientific ideas about 
autism are differently evoked in the three countries for different political 
and clinical ends. It is precisely the local and historical context and the 
everyday practice of professionals, families, and individuals living with 
the condition that render those ideas meaningful. They are not true or 
false, harmful or helpful in themselves, but are pragmatically negotiated 
and integrated by clinicians and other mental health professionals, parent 
associations, and self-advocates in their struggle for better treatments, 
social and educational inclusion, and other rights. Taking an empirically, 
ethnographically grounded, and historically informed approach, the two 
chapters help to understand why the same views on etiology, treatment, 
service organization, and even personhood have contradictory ends and 
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are rendered harmful or helpful in a given social context. And vice versa, 
opposing views on etiology, treatment and service organizations, and 
public policies may underlie the same practical ends. Such an approach 
offers the potential to move beyond dichotomies and polarizations, 
which may seem definitive from a distance but which are not so definite 
when examined through the everyday life and practice of the individu-
als who are most immediately affected by autism. In addressing the ways 
in which international discourses get taken up for pragmatic purposes in 
particular social, political, and historical contexts, these pieces also tran-
scend presupposed divisions between the global and the local. In doing 
so, these pieces open up possibilities for reconsidering some of the most 
contested issues in global mental health.

noteS

1.  Terms such as Global Burden of Disease (GBD) or disability-adjusted 
life year (DALY), introduced by WHO in the 1990s and still in use, have 
undergone harsh criticism from a range of disciplines, from economics, 
anthropology to global health and disability studies. From an economic 
point of view, DALYs and GBD would fail to account for the differentials 
in resource availability. Given that GBD and DALYs are based in meas-
urements from wealthy countries, the differential existing between these 
populations and those of developing countries measures both burden of 
disease and underdevelopment. The stronger criticism is advanced by dis-
ability scholars, who argue that those metrics devalue the life of disabled 
individuals and claim that their life should be valued equal to those with-
out disabilities (Anand and Hanson 1997; Becker et al. 2013; Parks 2014; 
Wikler 2010).

2.  I am grateful to the organizers of this volume, Elizabeth Fein and Clarice 
Rios for the insightful comments on the previous version of this chapter.

3.  Psychiatrists, psychologists and neuroscientists primarily describe autism as 
a neurobiological disorder. Within this tradition there have been a number 
of cognitive theories proposed since the late 1980s, such as weak central 
coherence (Frith and Happé 1994), executive dysfunction (Ozonoff et al. 
1991), a theory of ‘mindblindness’ (Baron-Cohen 1995) and a neurophys-
iological theory of mirror neuron dysfunction (Williams et al. 2001). Lord 
and Jones note that while there has been great hope for both structural 
and functional neuroimaging findings, “these approaches seldom pro-
vide data on an individual level, do not yet have well-accepted standards 
or replicability across time or site […] and have rarely addressed questions 
of specificity of findings to ASD” (2012, 491). Neither is there consensus 
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about the methodology to be used in clinical interventions (Feinberg 
and Vacca 2000; Newschaffer and Curran 2003). In other words, and 
despite considerable amounts of research, there is still no convincing, well- 
replicated brain-based autism biomarker with clinical utility (Anderson 
2015; Singh 2016; Walsh et al. 2011). However, as Chloe Silverman 
notes, “although researchers have had trouble finding localized structural 
changes, autism has retained its identity as a genetic disorder of the brain” 
(2012, 155). Furthermore, despite the lack of consensus and difficulty in 
finding brain-based explanations that fully account for autism, the research 
continues to look for them (O’Dell et al. 2016; Singh 2016).

4.  Although autism is considered a spectrum, some self-activists reject the 
distinction between ‘low’ and ‘high-functioning’ autism, and consider 
differences across autistic populations asvariations of degree not due 
to fundamental “underlying neurological differences” (Nadesan 2005, 
208–209).

5.  Focus groups with CAPSi professionals in Rio de Janeiro evinced that the 
majority of professionals did not know the treatments offered at the spe-
cialized centers for autistic individuals associated to the Office of Health 
Care of People with Disabilities (Souza Lima 2017).

6.  ICD refers to WHO’s International Classification of Diseases which is cur-
rently in its tenth edition, ICD-10.
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CHAPTER 5

Music and Autism, Representation 
and Re-presentation: An Ethnomusicological 

Perspective

Michael B. Bakan

I am an ethnomusicologist of autism. I am not a music therapist, nor 
a scientist. I do consider my research to be evidence-based, but the  
evidence from which I draw is ethnographic, dialogical, and music 
 experience-based rather than clinical, quantitative, or questionnaire-based. 
I do not aspire to cure, normalize, remediate, change, or improve the 
functional capacities and skills of the autistic people with whom I work, 
play music, and collaborate. Nor do I aim to create research designs that 
are replicable, at least not by conventional measures. I am not inter-
ested in developing interventions, though I am interested in facilitating 
understandings; I am not interested in representing, but I am interested 
in re-presenting; I don’t promote autism awareness, but I do promote 
autism acceptance.

And that for the most part sums up my epistemological stance, profes-
sional aspirations, and personal mission as the thing I am here claiming 
to be: an ethnomusicologist of autism. In this chapter, I will endeavor 
to share my conception of just what that is, and from there go on to 

© The Author(s) 2018 
E. Fein and C. Rios (eds.), Autism in Translation, Culture, Mind,  
and Society, https://doi.org/10.1007/978-3-319-93293-4_5

M. B. Bakan (*) 
Florida State University, Tallahassee, FL, USA

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-319-93293-4_5&domain=pdf


110  m. b. bakan

consider the potential relevance of musical engagement, discourses about 
music, and ethnomusicological theories and methods to the overarch-
ing themes of this volume: autism spectrum conditions in global, local, 
cross-cultural, and personal perspective.

Before venturing any further, it is important to draw attention to a 
key structural aspect of this essay: namely, that the chapter as a whole 
builds toward—and is indeed largely defined by—a separate work of 
writing contained within it. That work is an autobiographical memoir 
written in 2014 by the American composer, multi-instrumentalist, and 
musicologist Gordon Peterson (pseudonym), who has a diagnosis of 
Autism Spectrum Disorder (ASD), and more specifically of the condi-
tion formerly known as Asperger’s Syndrome. The memoir is reprinted 
here with Gordon’s permission. It forms part of a series of online dia-
logues between the two of us that took place over a six-month period 
from April 2014 to October 2014. These dialogues, in turn, belong to 
a larger, ongoing project of online dialogical ethnography with autistic 
musicians and thinkers with which I have been involved since 2011 (see 
Bakan 2016b, 2018).

5.1  autiSm SPectrum conditionS and neurodiverSity

Words matter when we speak or write about autism. As Elizabeth Fein 
astutely observes elsewhere in this volume with reference to Madeline 
L’Engle’s novel A Wind in the Door (L’Engle 1973), “this thing 
[autism] that this group of us in Rio came a very long way to try to talk 
about, slips in and out of words - perhaps because they are words that 
strive to contain it and control it, to render it more tractable or even (as 
in the case of Asperger’s Syndrome), to make its troubling complexities 
disappear by taking a word away” (Fein, this volume, p. 130).

The word disorder is one of those problematically containing and 
controlling words, and in my view—as well as that of a growing cho-
rus of others working in this area—it is a word that we would do well 
to slip out of, at least insofar as its inclusion in the master phrase of the 
lexicon, “autism spectrum disorder,” is concerned. Toward that end,  
I here invoke the word “condition” in its place: autism spectrum disor-
der, ASD, is recast as autism spectrum condition, ASC.

This terminological shift connects to a larger epistemological one 
through which I view my position as being essentially in alignment 
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with those of Nick Walker, Elizabeth J. “Ibby” Grace, Amy Sequenzia, 
and other scholars and activists speaking from within the autistic  
self-advocacy community, a position that insists on autism spectrum 
conditions as manifestations of neurodiversity rather than of disorder or 
pathology, with neurodiversity defined by Walker as “the understanding 
of neurological variation as a natural form of human diversity, subject to 
the same societal dynamics as other forms of diversity,” such as race, gen-
der, ethnicity, or sexual orientation (Walker 2012, 233; cf. Sequenzia and 
Grace 2015).

Walker calls for a comprehensive epistemological shift from what 
he terms the pathology paradigm of autism (essentially a subset of the 
medical model of disability critiqued in disability studies) to the neuro-
diversity paradigm of autism. It is noteworthy, however, that in doing 
so, neither he nor other autistic self-advocates who have addressed such 
issues deny or underplay the significant and often profoundly disabling 
impact of ASCs on the lives of people who live with them, as well on the 
lives of those with whom they live, work, and play. That autism can be 
disabling, or as I prefer to phrase it, disenabling, is not in question. What 
is in question is, first, what kinds of individual, social, medical, therapeu-
tic, cultural, political, and legislative responses are appropriate and most 
likely to be fruitful; and second, to what degree might disenablement be 
effectively assuaged by looking at old challenges in new ways, and espe-
cially by listening closely to what autistic people have to say on their own 
behalves concerning just what it is they need, envision, and desire.

5.2  autiSm and ethnomuSicology, then and now

Historically and still today, arguments from the mainstream channels of 
medical and scientific practice and research concerning autism and the 
autism spectrum have overwhelmingly emphasized priorities of diag-
nosis, rehabilitation, and cure. Arguments from proponents of autistic 
self-advocacy and neurodiversity—including activists and scholars in areas 
such as cultural and psychological anthropology, disability studies, and 
the philosophy of disability—have contrastingly pushed toward forms 
of accommodation that acknowledge the expressed wants and needs of 
autistic people, and also toward engaged and comprehensive acceptance, 
not mere “awareness,” of autistic personhood in its myriad dimensions 
and manifestations.1 More specifically, they call for knowing autis-
tic people in terms of who they are rather than what their neurotypical 
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Others would have them be. Tied to such notions of autism acceptance 
is a fundamental abhorrence of current initiatives aimed at cure, eradica-
tion, prenatal detection, and the like, which are regarded as tantamount 
to genocidal in intent within certain sectors of the autistic self-advocacy 
community.2 Tellingly, these initiatives are closely tied to the missions 
and programs of organizations like the U.S.-based Autism Speaks, which 
aggressively promote “autism awareness.” Such organizations are vilified 
by many autistic self-advocates, and thus the phrase “autism awareness” 
and all that it stands for are likewise targets for derision or worse.

But let me step back for a moment, for among the many other things 
I am not, bioethicist is one of them, and such debates are beyond the 
scope of what I am prepared to address here. I am, once again, an ethno-
musicologist of autism, and this seems the opportune moment to unpack 
that 11-syllable mouthful of a job description.

The most enduring definition of my field, ethnomusicology, was 
coined by Alan P. Merriam in his seminal 1960 article “Ethnomusicology: 
Discussion and Definition of the Field” (Merriam 1960). In that piece, 
Merriam defined ethnomusicology as “the study of music in culture,” 
later revising to “the study of music as culture” (Merriam 1977). The 
potentially varied implications of “in” vs. “as” aside, the key point to 
bring to bear here is the dialectical inextricability of music and culture 
that Merriam’s definition, along with a host of others that preceded and 
followed it but never with quite the same impact or wide circulation, 
achieved. If we are to accept, after Joseph Straus, that autism is “a way 
of being in the world, a world-view enshrined in a culture […] a differ-
ence, not a deficit” (Straus 2013, 467), then a cultural purview of autistic 
musical practice and thinking would seem to be an appropriate task of 
ethnomusicological inquiry, and the mode of that inquiry to be consist-
ent with the larger theoretical aims and methodological approaches of my 
discipline.

In fields such as ethnomusicology and cultural anthropology, “cul-
ture” has of course become a slippery and elusive construct in our the-
oretical considerations of what we do. Earlier conceptions of cultures 
as identifiable, singular, and relatively neatly bounded and grounded—
geographically, linguistically, musically, and otherwise—have suffered 
of late under the growing weight of global, transcultural realities and 
challenges to the very notion that cultures were ever actually as sepa-
rate or identifiable as scholars of former generations would have had us 
believe. In spite of such complexities, we can at least say that culture has  
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something to do with shared worldview and shared ideas about ways of 
being in the world; in other words, it relates to observable or otherwise 
perceivable manifestations of shared epistemologies and ontologies. Such 
manifestations constitute a global cultural matrix of near-infinite varia-
tion on a fairly set repertoire of standard themes: kinship, religion, sub-
sistence patterns, ritual practice, and so on. Those variations certainly 
have profound impacts on how people—whether defined at the indi-
vidual or cultural level or somewhere in-between—turn out. They pow-
erfully direct what Clifford Geertz called “the mechanisms by whose 
agency the breadth of [a person’s] inherent capacities are reduced to 
the narrowness and specificity of his [or her] actual accomplishments,” 
mechanisms that prompted his claim that one “of the most significant 
facts about us may finally be that we all begin with the natural equipment 
to live a thousand kinds of life but end in the end having lived only one” 
(Geertz 1973, 45).

Bradd Shore’s cognitive neuroscience-inspired anthropological work 
on the interrelationship of mind, brain, and culture expands on Geertz’s 
conception. “[F]ully three-quarters of the human brain develops outside 
the womb, in direct relationship with an external environment,” Shore 
wrote in Culture in Mind (1996, 3). “Evolution has equipped our spe-
cies with an ‘ecological brain,’ dependent throughout its life on environ-
mental input” (Shore, 3), and it is in the dialectical interaction that takes 
shape between that ecological brain and its cultural environment that the 
individual human mind in a sense emerges, develops, and transforms.

Thus, not just the cognitive dimensions of the mind, but also the 
physical dimensions of the brain, are in key respects products of culture, 
a theory that much research on neuroplasticity in cognitive neurosci-
ence has supported as well (see, for examples, Doidge 2007). Yet even 
in acknowledging such malleability and its resultant shaping of minds/
brains on an essentially cultural level, scholars such as Shore are quick to 
emphasize that it has no relationship whatsoever to insidious, debunked 
theories such as primitive mentality, or by extension racial determinism. 
Shore writes,

None of this evidence of psychic diversity throws into question the sim-
plest meaning of ‘psychic unity’–that humans all share a common nerv-
ous system and the important cognitive entailments follow from this. Nor 
does it require us to resurrect outworn notions about cultural differences 
in cognitive capacity or totalizing “mentalities” (the vexing “primitive 
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mentality” issue) that are held to distinguish different populations. What it 
does mean, however, is that the place of cultural models in mind can never 
be relegated to a kind of window-dressing over some primordial human 
hardware understood as the “real” meaning of mind. (Shore 1996, 8)

And so we are left with an appreciation for the extraordinary nimble-
ness of the human brain as a conduit to the diverse formations of actual 
minds, but also with an affirmation that, at least so far as the starting line 
of postpartum brain and mind development is concerned, we humans 
all share, by virtue of our “common nervous system and the important 
cognitive entailments” which follow from it, a baseline psychic unity 
that precedes whatever processes of culture-grounded diversification 
ultimately come to act upon it. The foundational brain hardware we 
get out of the box, as it were, is pretty much standard issue regardless 
of whether we happen to be born in Shanghai or Chennai, Bamako or 
Chicago, and the basic operating system is for the most part the same as 
well. There is nothing fundamentally different about a “Chinese brain” 
and a “Canadian brain” other than what happens to each as they become 
Chinese or Canadian, respectively—or vice versa.

Thus, “the study of culture”—or in the case of ethnomusicology 
the study of music in or as culture—is an endeavor premised on the 
assumption of a more-or-less standard model of the human brain. What 
becomes interesting is how that one basic type of brain can yield such 
extraordinary variety, say, in musical expression and ability, in the out-
comes of its far-reaching journeys as a mind in culture. Whether such 
journeys yield an American master of Balinese gamelan performance or 
a Korean piano virtuoso specializing in Chopin is ultimately a matter of 
available cultural models and selective responses to them. It could indeed 
be said that virtually the entire modern history of ethnomusicology, cer-
tainly from the 1960s onward, may be productively understood in such 
terms. Even as relatively static models of culture have given way to more 
dynamic, agency-centered approaches that emphasize negotiation, dif-
ference, and the uniqueness of individual actors over cultural norms and 
regularities ostensibly represented by individual “culture-bearers,” that 
basic line of inquiry remains intact, whether in the presence or absence 
of the actual term culture itself. For example, the epistemological ori-
entation of my recent ethnomusicological work has shifted in accord-
ance with an alternate definition of the field that sidesteps the invoking 
of that word: “Ethnomusicology is the study of how people make and 
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experience music, and of why it matters to them that they do” (Bakan 
2015, 116). This shift, however, does not change the fundamental terms 
of engagement between available cultural models to which all humans 
variably respond and the broadly shared human endowments of a com-
mon nervous system and attendant cognitive entailments from which 
such responses emerge. Balinese gamelan musicians and American 
orchestral musicians certainly bring different cognitive and physical skill 
sets to their respective crafts, and there is tremendous intracultural vari-
ety at the individual level among music makers and music experiencers in 
both domains as well, but the genesis of such difference and variety does 
not reside at the level of culturally demarcated brain physiology; rather, it 
has to do with the play of culture on the musical choices available to and 
made by individuals (Bakan 1999; Small 1998).

In thinking about the ethnomusicology of autism, though, the basic 
terms of engagement change. The vantage point of inquiry is trans-
formed, for it is at a more baseline neurophysiological, neurocognitive 
level that “autistic culture”—the particular matrix of worldviews and 
ways of being in the world that distinguishes autistic subjective experi-
ence from other kinds—in essence begins. “One analogy that has often 
been made” with respect to this distinction, explains the autistic scholar 
Nick Walker, “is that autistic individuals have a different neurological 
‘operating system’ than non-autistic individuals” (Walker 2014). Related 
to this idea is Straus’s assertion that autism, as culture, is characterized 
by an identifiable “autistic cognitive style” (Straus 2011), one that is as 
indexical to ways of behaving, communicating, working, playing, griev-
ing, and joking as are the culturally recognized cognitive styles of, say, 
people who are identified as Balinese, Kaluli, or Samoan (and indeed 
with the same liabilities of misguided essentialism that those other cul-
tural identifiers carry).3 In the autistic case, however, the primary con-
cern is not with how different cultural stimuli acting on an essentially 
uniform design of physical brain account for cultural diversity—that 
is, in the sense that we might invoke such a phrase in a comparison of 
Balinese and Samoan music. Instead, the matter at issue is how cultural 
stimuli generally—possibly even the same stimuli—yield profoundly dif-
ferent results as they act upon differently “wired” brains, that is, brains 
with divergent “operating systems” that account for the different kinds 
of cognitive maps and processes that yield distinctive autistic and neuro-
typical minds, and in turn distinctively autistic and neurotypical ways of 
making, thinking about, and experiencing music.
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Nick Walker offers a useful frame of reference for thinking ethno-
musicologically about autistic musicking (Small 1998) in the following 
passages from his 2014 piece “What Is Autism?” Though he makes no 
explicit reference to music in this piece, the position he outlines transfers 
well to musicological considerations. Walker writes:

Autism is a genetically-based human neurological variant. The complex 
set of interrelated characteristics that distinguish autistic neurology from 
non-autistic neurology is not yet fully understood, but current evidence 
indicates that the central distinction is that autistic brains are characterized 
by particularly high levels of synaptic connectivity and responsiveness. This 
tends to make the autistic individual’s subjective experience more intense 
and chaotic than that of non-autistic individuals: on both the sensorimo-
tor and cognitive levels, the autistic mind tends to register more informa-
tion, and the impact of each bit of information tends to be both stronger 
and less predictable…. autism has been frequently misconstrued as being 
essentially a set of “social and communication deficits,” by those who are 
unaware that the social challenges faced by autistic individuals are just 
by-products of the intense and chaotic nature of autistic sensory and cog-
nitive experience.

Autism is still widely regarded as a “disorder” […] Ultimately, [how-
ever,] to describe autism as a disorder represents a value judgment rather 
than a scientific fact. (Walker 2014)

5.3  gordon PeterSon, in hiS own wordS

With Nick Walker’s comments and my preceding discussion of the eth-
nomusicology of autism dually in mind, let us now turn our attention 
to the promised autobiographical memoir of Gordon Peterson. Gordon 
came to the exercise of its writing as a gigging musician, composer, early 
music specialist, and former tenured music professor with a doctorate in 
early music performance. At the time of our dialogues, he was living in 
a large city in the U.S. Midwest, was in his mid-40s, and had been diag-
nosed with Asperger’s just a few years prior.

As noted, the memoir (perhaps more accurately a self-reflexive essay) 
emerged out of a series of online dialogues between Gordon and me; 
he wrote it in response to a prompt I had sent him. In the course of our 
dialogues up to that point, questions about how having Asperger’s had 
influenced Gordon’s music and his music creation process had come up 
frequently, but he had not been satisfied with his responses. He felt that 
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he needed more solitary writing and thinking time to do my questions 
justice, so I encouraged him to take that time, write something up at 
his convenience, and send it to me when he was satisfied with the result. 
What follows re-presents the result of that process:

I’ve been thinking a lot about your questions regarding how my ASD 
affects my music. After all this pondering, I have reached the conclusion 
that I don’t think it really does affect it; not the final product, anyway.  
I don’t believe that ASD is at all apparent in the music itself. What ASD 
does affect is my process, and it affects everything, for better, but mostly 
for worse. And the more I think about how it affects my process, the more 
I revisit the question you asked at first, which is if there was a magic wand 
that could make ASD disappear, would I want it gone [to which I origi-
nally answered, “No. It’s my superpower when it’s working in my favor. 
But…every superpower has a ‘down side.’ I’ll take the down side because 
the good is so good…”]. My new answer is yes, I would want it gone.  
I think it may be much more trouble than it’s worth.

In my mind, there is an impossibly complex web of musical and 
non-musical cultural connections across time and geographic location.  
I see a ribbon-like time line in my mind, which curves back and forth, 
doubling back on itself, curling around at other points, as time is not, in 
my mind, truly linear, but more like David Tennant’s 10th Doctor [in the 
BBC television series Dr. Who] says, “wibbly-wobbly, timey-wimey stuff.” 
The ribbon stretches back from today all the way to the beginning of 
recorded history, and before. There aren’t hash marks to note the dates, 
but the dates hover above general areas of the line, and the side of the rib-
bon looks like a window, where I see the movers and shakers of the times 
(that I know of), the way people looked, their food… everything I know 
about the culture appears through that window, encompassing a day in the 
life of that era. Each window (though they’re continuous and one blurs 
into the next) can be entered like a portal to that time, and I can walk 
around in it, looking at the instruments, hearing the sounds, hearing the 
language… if I go deep enough, it’s like I’m there.

But that’s all in my mind… it means nothing to anyone that can’t get 
inside my head with me. I draw on this time-ribbon all the time… it’s 
where everything musical, creative, or scholarly comes from. The part of 
my mind that houses it is the ASD portion of me (there is a portion that’s 
not ASD, that’s quite normal, in fact. It just has little control over the 
ASD side. It’s more of an observer. I’ve already told you about it). But 
it’s where my ideas for original music come from, it’s where I go when 
interpreting other music… it’s where I live. But what difference does it 
make? Other non-ASD artists have their places they go to get what they 
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need to create, other ways of organizing their inspiration and knowledge.  
I guess I say that because I love what’s in my head… it’s an exciting, mag-
ical place that amazes me whenever I think about it or spend time there. 
The contents of that ribbon are so beautiful and highly detailed, and I can 
get to feeling kind of “special” about it all. But the fact of the matter is that 
it’s only special to me. I can’t possibly explain it to you in the detail I’d 
like. Even if I could, turning that vision into words only detracts from the 
power and beauty that I perceive in it… trying to tell someone else what 
it’s like doesn’t measure up, not even close, to what it’s really like. And as 
for the product I produce using it? Well, I live in poverty and obscurity, so 
I guess it’s not translating to the “real world” very well. So, at least as of 
today, I don’t see that it’s a useful or desirable ability outside of keeping my 
own head entertained. Not quite the superpower I would like it to be.

ASD is also a major stumbling block in my professional and personal 
life… oh hell, life in general. My inability to maintain good relationships, 
the way everything HAS to be before anything can be done… if some-
thing is done out of “order” I get disoriented at best, totally panicked at 
worst… I’ve spent more time trying to create the necessary conditions 
for consistent production and creation than I have actually producing or 
creating. I hate that. When I’m on a roll, there’s no stopping me, and  
I think the product I’m able to produce is unique and very good… I base 
this on actual feedback. My compositions, what few of them actually have 
been finished, do, I think, sound as I want them to, and are different than 
anything else out there… but what’s unique about that? Of course they’re 
different. Everyone’s music is different from everyone else’s, even if there 
are similarities. I don’t play my own stuff out much. Why? I don’t know 
exactly, but I do know that it’s something in the ASD brain that keeps me 
from pursuing it…

My biggest ASD-based problem with production of any kind is 
momentum. It takes me FOREVER to get the “speed” up to write, pro-
duce, practice regularly… anything that a good musician should be doing. 
Once my routine has been broken, I cannot repair it and have to create a 
new one. I can’t tell you how many years I must have lost in this process. 
Once it’s going, though, I experience a usually short-lived bump in crea-
tive output until the next external influence comes along to interrupt me 
and break my stride. Once that happens, practice routines fall away, com-
position becomes blocked, and I become very depressed. I’ve set my life 
up so there is constant musical activity occurring regardless of whether my 
own routines are in place or not, so I have external motivators that keep 
me from losing too much time or skill, but I always feel like I’m starting 
over. This has been a particularly bad problem since the end of my aca-
demic career [when I was dismissed from my tenured position] last year. 
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Rudderlessness, which is what I’m experiencing right now…is just the 
worst. I need to create routines and “proper parameters” for my work, but 
if I have no idea what my goals are, I don’t know how to set up the rou-
tines… routines for what? To go where? In what time frame? I don’t know, 
so I languish and piss about trying to find SOMETHING to latch onto 
and get going again….

I’ve been very lucky until recently, as I need a more sheltered environ-
ment than some, and I got it [when I was employed as a professor]. It’s 
gone now, but I sure was lucky to have it. My home life sucked, though, 
and was chock full of stupid interruptions and an uncooperative, insensi-
tive spouse, and I couldn’t get my “routine” together because of that….

I think one of the positive effects of my ASD is my ability to compart-
mentalize. It’s why I can go on stage in the midst of a total life crisis and 
not be affected by it. The second I set foot on a stage, whether it’s a literal 
stage or just standing in front of a lot of people, a switch gets flipped and 
I’m a different person. I don’t even try, it just happens. I’m “on,” and  
I do my job. Then, when it’s over, all the anxieties and Aspie crap all come 
back. But for those brief, shining hours I can function without questioning 
whether I’m doing the right thing… I am confident in and know my work 
as a performer, and that comes through when I play. I attribute that to the 
“superpower” aspect of my ASD. That’s as good as it gets, though. All the 
downsides listed above still apply. I’m really not so sure now that ASD is 
something I’d want to keep if I had a choice…

5.4  concluding thoughtS

Gordon Peterson’s memoir is the centerpiece of this chapter; the rest is 
its frame. At this point, I would like to venture some closing thoughts 
on issues of authorship, ability, re-presentation, representation, and voice 
that relate to topics and issues raised in the memoir itself, in the earlier 
parts of the chapter, and also in an insightful response to this piece writ-
ten by Laura Sterponi (2015).

To make the claim that Gordon’s memoir is the central feature of 
this chapter is to defy conventions of scholarly writing and presentation. 
Quoting from Laura Sterponi’s illuminating response paper to an earlier 
version of the present essay (which she presented at the workshop that 
gave rise to this volume), such a claim “puts pressure on the notion of 
authorship.” Ethnographic “subjects” like Gordon, “who would tradi-
tionally be merely represented, spoken about in a conventional scholarly 
paper on autism spectrum conditions,” Sterponi explains, “are [here] 
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given equal or perhaps even greater status and authoritativeness than 
[Bakan] himself, i.e., the official author” (Sterponi 2015). Gordon is 
more properly the co-author of this chapter than its subject, a fact that 
would be easier to credit were it not for his pseudonymous desire for 
anonymity in the work.

This begs the question of what kind of an autistic subject/author 
Gordon actually is. He came to the writing of his memoir not just as a 
highly trained and accomplished musician, but also as a person whose 
life had centered largely on doing things with language and words: a 
writer, a scholar, a musicologist, a deep thinker, and an articulate spokes-
person for his own views. That reality brings us to a key point of ten-
sion in autistic discourse and discourses on autism generally, since people 
on the autism spectrum differ so dramatically in the extent to which 
they use language, if at all, to comprehend and engage with the world 
around them. Some do not use language, others use it very little, still 
others use it in in highly idiosyncratic ways, and there are also those who 
employ language only in collaboration with other individuals who serve 
as facilitators or “translators.” Since language so deeply informs multiple 
dimensions of human experience, such differences are profound in their 
impact.4

Making matters even more complex on this level is the fact that in 
any given instance, there may not be any correlation between an indi-
vidual’s evident level of verbal/communicative ability and their degree 
of intellectual ability. Take, for example, the well-known autistic writer 
and social activist Amy Sequenzia, who does not speak but is most assur-
edly “verbal” in the extreme on account of the elegant, powerful, and 
voluminous writings she has produced typing with just a single finger, 
the support of a full-time aide, and sophisticated assistive technologies 
(Sequenzia and Grace 2015; Sequenzia 2012). Amy and Gordon, and 
indeed the vast majority of writers, spokespersons, and activists in the 
realms of autistic self-advocacy and neurodiversity, belong to this cate-
gory of people whose lives revolve around doing things with words (Fein 
2012). They are unified in some sense by a shared identity captured by 
Steve Silberman when he writes, “We can speak (or write or sign or type) 
for ourselves, and it’s time to listen” (Silberman 2012, 365). But such a 
proclamation does not apply universally to individuals across the autism 
spectrum, not even close, and those falling outside of such parameters 
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of language ability and performance are literally and figuratively muted 
in the discourse, meaning that as inclusive as works like the present one 
aspire to be—and as geared toward bringing “autistic voices” to the fore 
of the discourse—they too are ultimately caught in the politics of exclu-
sion that they endeavor to combat.

So the “voice” of Gordon, as re-presented in his memoir above, must 
be acknowledged as a privileged kind of voice within the overall range 
of autistic voices, since Gordon has highly developed language skills 
upon which he is able to draw in his efforts to communicate with oth-
ers, his ASC-related social and interactional challenges notwithstand-
ing. Yet another reality must be acknowledged here, too. This reality, 
as described by Sterponi, is that, generally speaking, “the voices of indi-
viduals with autism have long been disregarded,” discredited “as either 
insignificant… or so obscure as to need an expert interpretation, into 
something meaningful in and of itself ” (Sterponi 2015).

Thus, whatever limitations Gordon’s essay may be deemed to have in 
terms of representing autistic subjective experience writ large, it has tre-
mendous value with regard to framing and re-presenting such experience 
on the granular level where most of life really happens. Reading narra-
tives like his, claims Sterponi, “compels us… to listen to expressions all 
too often neglected, which in fact could be enriching if we only took the 
time to listen to them properly” (Sterponi 2015).

Gordon Peterson’s introspections and reflections are perhaps too 
easy of a sell in this regard, given his considerable proficiency as both 
a wordsmith and musician, but beyond their own interest and reve-
lations, they further have the capacity to open us up to new ways of 
seeing, hearing, and perceiving the voices and actions of other individ-
uals on the autism spectrum, including people who fall well outside the 
boundary lines of “highly verbal” classification within which he himself 
inarguably falls. To exemplify this point, Sterponi makes the following 
astute observations:

Peterson’s experience and autobiographical memoir reveals that there is 
only a thin line between blissful creativity and paralyzing chaos. For indi-
viduals with an autism spectrum condition, as Peterson points out, there 
is no choice [between them]. As for the rest of us, we do have choice. 
So when we see a child with autism incessantly spinning a wheel, we can 
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choose to see it as perseverative behavior—[a] characteristic manifestation 
of autistic obsessiveness and cognitive inflexibility—or we can choose to 
see it as an experience of sensorial and aesthetic value, pretty much like 
Marcel Duchamp did when in 1913, here I quote Duchamp itself[, he] 
“had the happy idea to fasten a bicycle wheel to a kitchen stool and watch 
it turn”… [thereby creating] an idea and artwork that… challenged and 
changed the rules and values of artistic tradition. (Sterponi 2015)

Whatever else it may or may not do, and may or not represent or 
re-present, Gordon Peterson’s memoir offers deep insights into how he 
makes and experiences music, and why it matters to him that he does. 
In that sense, it is not only an autobiographical piece of writing, but an 
ethnomusicological piece of writing as well. Moreover, it sheds reveal-
ing light on aspects of autistic cognitive processing, cognitive style, 
and subjective experience that are at once unique and, to some degree, 
potentially generalizable. Gordon’s mid-life transition to his “Aspie” 
identity has been transformative on many levels, yielding about equal 
measures of catharsis and struggle and constituting a complex admixture 
of provisional triumph and wrenching despair. The resulting matrix of 
ambivalence he presents is certainly specific to his particular situation, 
but it is also suggestive of larger patterns emergent in a host of recent 
self-reports by autistic people, as well as elsewhere in the literature (see, 
for example, Bascom 2012; Sequenzia and Grace 2015; Fein 2012). 
Foundational to such patterns are statements in which autistic people 
from various walks of life describe their ASC, to quote Fein’s presention 
at our workshop, as “a thing… both constitutive of their identity, and 
profoundly disruptive of it.” This may seem paradoxical at first glance, 
but that sense of paradox diminishes when framed by Walker’s earli-
er-cited assertion that autistic subjective experience tends generally to be 
“more intense and chaotic than that of non-autistic individuals” on both 
the sensorimotor and cognitive levels.

It is difficult to comprehend such constructs and theories in the 
abstract, but when they are paired with the kind of evocative and inform-
ative account that an articulate spokesperson like Gordon Peterson can 
provide—and through a compelling narrative rooted in his abiding pas-
sion, music and musical experience, in addition—things quickly start 
making sense. And as they start to make sense, so too do the proverbial 
workings of “the autistic mind.”
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Gordon Peterson embodies many qualities that adhere to words 
which aptly describe him: brilliant, confused, bold, sensitive, creative, 
complex, conflicted, skilled, confident, insecure, musical, autistic. So 
with all of that, what might we “Name” him (i.e., other than Gordon) 
in order to recognize him as most particularly and fully himself? That is 
actually a trick question, for it is not really our job, right, or responsibil-
ity to name Gordon at all. We are better served by truly listening to him, 
in the broadest sense—reading what he writes, hearing what he says, 
engaging in dialogue with him, listening closely to his music, listening to 
it with a well-informed sense of how he experiences it and why it matters 
to him—if we truly wish to understand who he is and what makes him 
tick. Gordon identifies himself in relation to his understanding and con-
ception of his own autism spectrum condition; he understands himself as 
autistic (Asperger’s) and he weaves an intricate ontological web around 
his dual musician/Asperger’s identity. That is where Gordon is coming 
from when he thinks about himself, about autism, and about music, and 
that recognition should convince us, too, to commence our engagement 
with him by doing the same.

Is that enough? Probably not, since Gordon’s articulate accounts 
of his ASC-related struggles and modes of suffering suggest that he 
desires for much about his life to change, both in terms of his ability 
to more successfully navigate his way through a world that is not very 
well set up for him and relative to his desire to see changes made in 
that world, changes which would make it a more accommodating and 
compassionate place for him to live. I stated at the outset of this chap-
ter that I was not interested in developing interventions, though I was 
interested in facilitating understandings. In retrospect, I stand by the 
spirit of that claim, but I also recognize that it rests on a kind of flawed 
logic. To facilitate understandings is itself a form of intervention, and 
even when I try to hold to the conviction that the kind of facilitating 
that I am doing here is fundamentally different than its more conven-
tional counterpart in the “autism intervention” sphere—i.e., since my 
goal is to modulate how the neurotypical majority views autistic people 
rather than to intervene in the lives of autistic people themselves—things 
start to fall apart. I am inescapably an intervener in the lives of Gordon 
and my other autistic collaborators—for better, for worse, or for both. 
Through our dialogues, our shared musical experiences, and our public  



124  m. b. bakan

and discursive performances, we are impacting one another, and whether 
one is promoting autistic self-advocacy and neurodiversity or their oppo-
sites, one is inevitably manifesting a form of intervention that pushes 
one’s interlocutors in some direction or another. Gordon was prompted 
to write his memoir by me: that alone constitutes an intervention on my 
part.

And there are other complicating factors as well. If there is one thing 
that seeps through the pores of Gordon’s narrative, it is ambivalence. We 
are left unsure right up to the end of how or whether he might ulti-
mately rectify his attraction to the “superpower” aspects of his ASC and 
his repulsion toward that ASC’s contrastingly destructive impacts. The 
weight ultimately seems to fall on the side of Gordon’s wanting the 
“magic wand” cure, but even that is left up in the air. Gordon wants 
help, he wants solutions. Is it enough, then, for us to stand idly by and 
pat ourselves on the back for having “understood” those desires well? 
If not, what is the proper role we might adopt, or that given social 
institutions might adopt, or even societies at large, in accommodating 
the needs and desires of someone like Gordon, whether in altering the  
world to accommodate him or helping him to alter himself to accommo-
date to it?

These are difficult questions and ones that I will not broach here 
beyond their mention, along with an acknowledgement that the need to 
press further is never beyond us in this kind of work. Eliciting an “emic 
perspective” from Gordon Peterson is an important start, but it can and 
probably should lead well beyond itself and even to the application of 
“etic” forms of knowledge and action that, if judiciously and sensitively 
applied, may help him and many other people on the spectrum enjoy 
better and more fulfilling lives. Concepts such as neurodiversity and 
autistic self-advocacy are by no means immune from the kinds of flat-
tening, essentializing, and exclusionary proclivities regarding human dif-
ference that they inspire in their critique of paradigmatic domains—be 
those medical, pathological, therapeutic, interventionist, or what have 
you—and we must remain open to both their critical interrogation and 
to productive possibilities for their integration with other paradigms, 
even ones with which they would seem to be at odds at first glance.

Yet placing aside all such caveats and qualifications, I still hold stead-
fastly to the conviction that understanding autism ought rightly to 
begin with listening to, communicating with, and learning from autis-
tic people—through their words and utterances, their actions and 
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performances, not ours; on their terms and according to their values, not 
ours—to the greatest extent possible. This demands creativity, resource-
fulness, flexibility, and patience on the part of all parties involved: it may 
require the recognition or establishment of completely novel modes of 
communication and interaction; it may push us beyond all kinds of com-
fort zones, compelling us to distance ourselves from paradigms of legiti-
macy and identity that we staunchly believe define us to the core; it may 
even challenge us to dispense with such paradigms altogether.

The challenges inherent in such endeavors are considerable, but the 
potential rewards justify the effort. If we neglect to listen, and to listen 
deeply, to what people like Gordon Peterson have to say to us, then we 
are neglecting our responsibilities as both scholars and compassionate 
human beings. One skill that any good ethnomusicologist must develop 
is the ability to listen to unfamiliar musics in ways that allow for the tran-
scendence of pre-established ways of hearing, knowing that such forms 
of listening go well beyond what that word normally connotes. It com-
pels one to dig deeper, to connect the audible experience of listening per 
se with a myriad of contextual and relational factors that surround it. It 
challenges us to hear not just the music or the words that are performed, 
but to find ways of meaningfully connecting to the unique subjectivities 
that reflect, embody, and inform their performance. It requires a will-
ingness to embrace new ideas and ideals of engaged listening, to put on 
“new ears.” In listening to the voices of autistic people—whatever form 
such voices may take—it behooves all of us to do the same.

noteS

1.  Among a plethora of representative works that warrant mention in this 
regard, Prince-Hughes (2004), Biklen (2005), Grinker (2007), Bascom 
(2012), Fein (2012), Straus (2013), Silberman (2015), and Bakan 
(2014, 2015, 2016a, b, 2018), as well as a special issue of the Journal 
of Autism and Developmental Disorders dedicated to discourse and con-
versation analytic approaches to the study of ASD (see O’Reilly et al. 
2016) and a special issue of Ethos titled “Rethinking Autism, Rethinking 
Anthropology” (see Solomon and Bagatell 2010), are notable.

2.  A number of the essays in the landmark anthology Loud Hands: Autistic 
People, Speaking (Bascom 2012) are reflective of such positions.

3.  My selection of Balinese, Kaluli, and Samoan cultures as exemplars is in 
one sense arbitrary and in another quite deliberate. On the deliberate level, 
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I am invoking awareness of some highly influential anthropologists and 
ethnomusicologists who did research in these areas, most notably Clifford 
Geertz (1973) in Bali; Bambi B. Schiefflein (1990), Edward L. Schieffelin 
(2005), and Steven Feld (2012) among the Kaluli in Papua New Guinea; 
and Margaret Mead (2001) and Derek Freeman (1983) in Samoa.

4.  I am indebted to one of the anonymous reviewers of a book manuscript 
based on this same research project for several of the perspectives and ideas 
explored in this portion of the chapter.
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CHAPTER 6

Autism as a Mode of Engagement

Elizabeth Fein

6.1  what do i Study when i Study autiSm?
It started out as a kind of a light. A bright, dancing thing I saw out of 
the corner of my eye. I couldn’t keep from chasing after it, like a cat 
going after a laser pointer—pouncing on a point that can never be 
caught and held, caught up in the movement until the movement 
becomes the point. Or maybe it was more like a sound, sensed with 
something other than my ears. A sensuous experience, never quite locat-
able in any one sense.

A boy comes and sits next to me, intent on a list in his lap; he doesn’t 
look at me, but the air crackles with attention. A new friend shows me 
his room, its walls covered in maps and diagrams. A neighbor gives me a 
quiet smile from beneath her big hat, and some frantic thing in me stills. 
There’s a hum, at a frequency I learned to recognize. Where does that 
happen? I feel it inside myself as a heightening shift in my own attention, 
a sudden sharpening focus, an experience of stimulation and calm that  
I desire, and seek out.

In those years of seeking, I learned a mass of words to put to this 
experience, words that I thought would help me locate it. Words like 
“autism”—a strange word to put around a feeling of connection.  
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Words like “problem behavior” and “qualitative impairment” and “level 
of functioning” that carried me farther away from the feeling rather than 
bringing me closer. These days, I find myself dealing more in words, and 
less in sensations. And something is lost, something that I’m trying to 
find again.

I keep trying to answer this question: “what is it that you study? What 
is this phenomenon that is sometimes called Asperger’s Syndrome, and 
sometimes called autism, and has inhabited so many other names, too, 
partially and incompletely, in so many other ways?” To Name something, 
the author Madeleine L’Engle says in her novel “A Wind in the Door,” 
is to recognize it, to help it become most particularly and fully itself 
(L’Engle 1973). But this thing, that this group of us in Rio came a very 
long way to try to talk about, slips in and out of words—perhaps because 
they are words that strive to contain it and control it, to render it more 
tractable or even (as in the case of Asperger’s Syndrome1), to make its 
troubling complexities disappear by taking a word away.

Autism is many, many things to many people; even the fourteen of 
us who came to the Hotel Novo Mondo to talk about it were talking 
about many different things. Is autism a disability, a deficiency, a form 
of estrangement from social expectation, a kind of mental suffering?  
A child’s chronic sleeplessness, an adult’s corrosive loneliness, an evolu-
tionary step into a new and desperately needed form of environmental 
sensitivity?

In this paper, I will try to describe what autism is in the context of 
my own work. My research began, and in many ways remains, a study 
of Asperger’s Syndrome, and so what I can say about the vastness of 
the autism spectrum is limited. And still, this thing that draws me in is 
also the one and only thing I can say that I’ve experienced with autis-
tic people of all types and stripes. What is this thing that I study, that  
I chase after, that I dance around, and try in fleeting moments to dance 
with? The thing I study is more like color than like color-blindness—it’s 
a thing that happens between sensing bodies and sensuous worlds, in all 
the particularity of each. I have come to think of the thing I seek out as a 
mode of engagement with the stuff of the world—a way of being with one’s 
surroundings. In particular, it is a form of permeability, of deep existen-
tial vulnerability, to the order of things around us: structured systems, 
elements in their robust relation, arrangements both deliberate and disa-
vowed. What we say and do about autism, therefore, also tells something 
about how we relate to these surroundings of ours.
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The autistic cognitive style, and particularly the challenges that come 
with it, have traditionally been depicted as a series of individual deficits 
in executive function, theory of mind, central coherence. Inabilities to 
organize, to intuit, to infer, without explicit guidance. Sometimes these 
qualities are understood less as individual deficits, and more as personal 
styles (i.e., Baron-Cohen 2000; Happé and Frith 2006; Mottron et al. 
2009). But what if we were instead to think of autistic executive func-
tion, autistic theory of mind, the creation of autistic coherence, not 
as internal limitations, but as forms of deep involvement with external 
ordering systems—systems which are by their nature limited and limit-
ing, as well as generous and generative? Inferences about other minds; 
planning, organization, and the intentional allocation of attention; the 
synthesis of parts into a meaningful whole: each of these processes take 
place in part within the self, but also and inextricably in collaboration 
with a world of materials and their particular affordances (Ramstead et al. 
2016). The autism that I study can be understood as a particularly inti-
mate and co-constitutive relationship with these affordances—and in par-
ticular, with culture.

I’m using the word “culture” here as Clifford Geertz defines it in 
“The Impact of the Concept of Culture on the Concept of Man”: as a 
web of interconnected symbols, “a set of control mechanisms—plans, 
recipes, rules, instructions (what computer engineers call ‘programs’)—
for the governing of behavior” without which “man’s behavior would 
be virtually ungovernable, a mere chaos of pointless acts and exploding 
emotions, his experience virtually shapeless” (Geertz 2000, 44). Human 
beings are

the animal most desperately dependent on such extragenetic, outside-the-
skin control mechanisms, such cultural programs, for ordering their behav-
ior. […] We are, in sum, incomplete or unfinished animals who complete 
or finish ourselves through culture. (Geertz 2000, 49)

The people I’m talking about, when I talk about autism, are those who 
are most dependent upon culture to complete them, for whom organiza-
tion and planning, the connections from a to b and onward from there, 
happen less within the brain, and more between the brain and the world. 
They are thus profoundly shaped by the patterns, the contours and affor-
dances, of the lived record of human endeavor. The autism I study is a 
condition within which these extrasomatic arrangements, these existing 
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sets of relationships between particular items, are taken in whole-cloth, 
and used to provide order, stability and comfort to an unpredictable 
phenomenological world.2 As Matthew Belmonte (2008) has aptly said, 
perhaps the most fundamental human problem is the struggle to create 
meaning and coherence out of the chaos of existence, drawing on our 
human heritage of narrative and ritual to defend against the existential 
threats of perceptual fragmentation, impermanence, entropy, disconnec-
tion, and death. If so, autistic people, who do this explicitly and with the 
greatest intensity and fervor, are human but more so (Belmonte 2008).

There is a particular irony in naming such a state “autism”—naming 
a condition of intimate co-existence with the outside world by a word 
that means self-contained isolation. It’s a kind of un-naming: naming a 
thing as its opposite. The power in such a move, I think, lies in its ability 
to discount such modes of relation—to relegate certain forms of sensu-
ality, certain forms of sociality, to the dustbin of not-counting as such. 
So what’s so threatening about this mode of relation, this state of visible 
symbiosis with the products of human creation, that we would supersti-
tiously come to call it by the name of its absence?

This paper will not answer this question in any definitive way, but I aim 
to propose some possibilities to think about. In what follows, I will con-
textualize current understandings of autism spectrum conditions within 
what Anthony Giddens (2000) describes as a transition from “external 
risk” to “manufactured risk” within late modern, post-industrial socie-
ties. For perhaps the first time in our history, he observes, human beings 
are living “in a world where hazards created by ourselves are as, or more 
threatening than those that come from the outside” (Giddens 2000, 52). 
As the source of the greatest risks we face shifts to “the very impact of 
our developing knowledge on the world” (Giddens 2000, 44), the prod-
ucts and the byproducts of that human work upon the world come to feel 
threatening and alien. In its maintenance of the fundamental structure of 
that which it integrates, the autistic mode of engagement renders particu-
larly visible the inevitable traces of human creations within human being. 
Autism refracts and performs manufactured material in a way that high-
lights its form, its robustness, and its power to shape behavior.

In doing so, autism has the power to interrupt broader sociopoliti-
cal imperatives that conceal shared social structures by demanding that 
behavior be explained as individualized and spontaneous, self-determined  
and unconstrained by externalities.3 Sociologist Ulrich Beck refers  
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to these imperatives as “institutionalized individualism”: the series of 
“modern guidelines [that] actually compel the self-organization and 
self-thematization of people’s biographies” (Beck 2002, 24) such that 
all of life’s events must be understood and analyzed at the level of the 
individual. Under such circumstances, autism as a phenomenon is most 
often located and investigated within the bounds of the individual body. 
In most diagnostic conceptualizations of autism, engagement with par-
ticular extrasomatic content is considered a symptom, not a cause, of the 
phenomenon autism is considered to be. However, understanding autism 
as a mode of engagement with such material encourages us to pay more 
attention to the particular content that people on the autism spectrum 
engage with, as a constitutive component of their social, emotional, and 
cognitive development.

In what follows, I will share a few stories, of three young men on the 
autism spectrum that I have come to know. In each case, their engage-
ment with the particular affordances of the cultural materials around 
them have shaped them profoundly, within the very cognitive, experien-
tial, temporal, and social domains that are often held to be most defini-
tional of autism. In telling their stories, I will explore what happens when 
we expand our concept of autism to include the content with which 
autistic people engage: the blueprints and schedules, the structured nar-
ratives and ordered content domains, the mimetic technologies and mass 
media, the products of human work upon the world that surround us. 
Doing so may change our understanding of what autism is; I will argue 
here that this move also poses the risk of a keener and more uncomforta-
ble awareness of the stakes of what we create.

6.2  trainS JuSt got SwePt away by theSe dynamic 
animalS

Steve was nineteen when I interviewed him for a qualitative study on the 
transition from adolescence to adulthood among youth with Asperger’s 
in the United States. Bright and creative, he dreamed of becoming a 
paleontologist. However, despite his extensive knowledge, I wondered 
how he would fare in a field that demanded such great competitive-
ness, discipline, and self-control. For his entire childhood and adoles-
cence, Steve had been troubled by profound difficulties organizing his 
own behavior to meet the demands of his environment. He was taking 
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several potent medications—an antidepressant, a mood stabilizer, an  
antidepressant—in an only somewhat effective attempt to keep his explo-
sive anger under control; his meltdowns were so severe that he couldn’t 
function in mainstream classrooms and had been educated predomi-
nantly within programs for students with emotional and behavioral dis-
abilities. His mother proudly informed me that Steve was learning to 
make sandwiches in the school cafeteria as part of his school’s job skills 
training program; shame-faced, he reminded her that he had not yet 
mastered that skill and so was still filling the ice buckets.

When he talked about dinosaurs, however, Steve came alight, and the 
room lit up with his evocation of their majesty. Dinosaurs were a consti-
tutive element of Steve’s personal cosmology. His encounters with con-
temporary representations of ancient megafauna had re-organized his felt 
sense of time, space, and sociality. As he told me the story of his life, as  
I investigated his troubled transition out of high school into an uncertain 
future, he told me about another transition that he felt was highly signif-
icant in his overall development: the transition from an intense, circum-
scribed focus on scheduled machines to an engulfment by the world of 
dynamic living creatures.

Originally, I was really into trains. I was into Thomas the Tank Engine 
and all this—which train fares, et cetera, et cetera. I was nuts about trains. 
And then—I’m not exactly sure what it was […] It was around the same 
time a couple of different things happened—they had that Storybook 
[show] on ABC, had a story about a dinosaur—a Stegosaurus. And my 
dad took me to the Field Museum for the first time, and I saw a movie 
about Earth’s history. And it briefly refers to dinosaurs. So all these things 
sort of coalesced in my young, fertile imagination […] And all of a sudden, 
this whole—other world! It just engulfed my little brain, and to this day,  
I haven’t been the same since! Y’know? Trains just got swept aside by these 
dynamic animals.

There is something particularly autistic, in the sense of the word as I’m 
using it here, about the fertility of Steve’s imagination, the depth of his 
availability to this whole other world. Most of his friends, he told me, were 
also diagnosed on the autism spectrum. This was partly because there 
were a lot of other students with autism classifications in his classroom, 
but also because he shared with them the experience of being deeply 
touched by the structures of the world, even as their particular interests 
take different forms.



6 AUTISM AS A MODE OF ENGAGEMENT  135

Me and Robert, we’ll go to a museum, he’ll get all excited and I’ll just 
stand there in, in reverence. Of a dinosaur skeleton. Because that structure 
itself is just so compelling. And Michael is the physics guy. There’s just 
something about—knowing the universe. That even if you’re not totally 
into that, and it doesn’t strike a chord with you? There’s still something 
deep and meaningful. That touches—it touches us. I think for all of us.

Being touched in this way catalyzed a transformation in Steve. Through 
dinosaurs, he developed a passion for not only structure but also context, 
movement, and embodiment.

The skeletons themselves are just so compelling, just that structure, the sau-
ropods, they’re like great bridges. But for me, I want to go beyond just 
bones, and speculation. I wanna know exactly what these animals were 
like. I wanna see them fleshed out, actually moving along in their natural 
habitat.

For Steve, the shift in his attentions from the simplicity of trains to the 
dynamic world of dinosaurs and prehistoric life brought about a pro-
found shift in his view of time and the universe:

Y’know, it’s like every time I go start thinking about dinosaurs, I’m not 
even in the same universe as other people […] For most people, a long 
time is what they had for breakfast. For me, it’s like, a long time is like, 
a hundred years. A really long time is a million years. And deep time—
y’know, for archeologists, it’s like, a thousand years is deep time. For me, 
that’s not even scratching the surface of what’s come before. For me, it’s 
hundreds of millions of years, of vertebrate evolution; that really fascinates 
me. And the more I learn about dinosaurs, the more I got into the other 
avenues of prehistoric life. Mammals, fish, and then slowly but surely, this 
whole other universe, this other time, that we are separated from by a 
great distance—not in space, but in time.

Shifting from trains to dinosaurs transformed the horizons of Steve’s 
cognitive, social, temporal, and experiential world. And it did so in ways 
that are inseparable from the core symptom domains of autism spectrum 
disorder: restricted, repetitive behaviors, and limitations in sociality. The 
fascinations that shape his conceptualization of the universe have moved 
from mechanized and scheduled to dynamic and interactive. And—at 
least according to Steve himself—the availability and affordances of this 
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particular content domain drove aspects of that developmental process. 
Steve’s autism is inextricable from the cultural materials through which 
his modes of sociality have taken form.

6.3  the numberS do not lie, they tell a Story

The idea of the autistic “special interest” as constitutive of dynamic, 
relational processes may at first seem counterintuitive. Previous research 
on the special interest tends to depict this obsessive focus on systems 
as a deviant alternative to engagement with the social and emotional 
world—as Simon Baron-Cohen puts it, a focus on systemizing instead 
of empathizing (Baron-Cohen et al. 2003). The tendency of individu-
als with Asperger’s to focus on mechanistic systems rather than people 
is frequently remarked upon, to the point of having become a bit of a 
humorous cliché (i.e., Atwood 2007). However, these distinct realms of 
systems and sociality are not mutually exclusive, nor, often, fully separa-
ble. Instead, they come to inform each other in complex ways.

I interviewed twenty-year-old Dave via email, as part of the same 
study described above. Dave’s particular obsessions were driving, the 
laws of physics and—above all—the rules of compound interest. As he 
told me the story of his life, he framed the narrative—full of interper-
sonal disappointments and unmet needs—as a story about financial 
knowledge and inheritance.

I really despise my parents. They got divorced when I was 17, and now 
look where they are. Middle income with lots of bills, debt, and liabilities. 
What a joke. I am totally against the idea of buying anything on credit, 
except for real estate. I would want nothing more in life than to NOT turn 
out like most people these days. I don’t think I could ever get married 
after what I saw my parents put themselves through. I could never get to 
sleep because they were always screaming and hitting each other late at 
night long after I should have gone to sleep. They did this every night.  
I did nothing about it because I thought it was normal for married people 
then. I still do. I really despise my parents for not being billionaires or at 
least millionaires.

Per his own report, Dave had an IQ of 146, which falls in the Very 
Superior range. He lived on his own in an apartment and described him-
self as a reliable, punctual employee. He considered himself, he told me, 
to be superior to most people. But he was agonizingly lonely.
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I have taken tests on the internet that conclude I am severely depressed. 
This is no surprise to me. I guess I always have been in some ways. Just 
now that I am older and out of school it has gotten much worse. I am 
alone 95% of the day. I was always teased and picked on in school a lot. It 
was very hard on me. I have never had any friends. Never any girl friend, 
or anything like that. Can you imagine what that would be like?

Dave spent all day alone, mostly sleeping and listening to Marilyn 
Manson, and all night driving a forklift at a Home Depot. The only peo-
ple he talked to were his co-workers, occasionally, and not by choice. 
He felt they did their jobs sloppily, and they made jokes about him and 
his perpetual single status—he didn’t understand the humor, but had 
learned, over time, to recognize the cruelty. As he told me his story, his 
feeling of being poorly prepared for adult life continued to return to the 
theme of money, even though it became clear from his story that there 
are more interpersonal losses involved as well:

My parents never taught me the things a person needs to get ahead in 
this world today. The things a person needs to know to be successful. The 
things a person needs to know to be rich. You know there is one talk every 
parent has to give their kids to prepare them for adulthood. That talk is 
the talk about the birds and the bees. This is a talk I never got… Like  
I said I have never had a girl friend. I am still a virgin, which I am proud of 
in some ways and ashamed of in others […] I am still angry about it to this 
day and I have not talked with my dad for many years. He is everything  
I don’t want to be. This will not change. He is an insurance claims handler 
for a major insurance company. And he will die poor just like all the rest, 
and I don’t feel one bit sorry for him.

As he planned his own life, Dave explicitly rejected traditional life tra-
jectories based around marriage and family, planning his expectations 
of his own future instead according to investment principles. Returning 
to the theme of being poorly prepared by the previous generation, he 
described his new favorite book, “Rich Dad Poor Dad: What the Rich 
Teach Their Kids About Money—That the Poor and Middle Class Do 
Not!” (Kiyosaki 2000):

It’s about what the rich teach their kids about money that the poor and 
middle income do not. This is very interesting stuff to me. It offers hope. 
I don’t have to worry about making a high income (which will be taxed 
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high as well too) because now I know an easier way. It’s called compound 
interest and it will work very well for someone starting to invest at such a 
young age as twenty. I have no doubt I will be a millionaire before 50, if 
not 40 […] I am willing to make sacrifices now other people can’t. I have 
run the numbers on calculators, and numbers do not lie, they tell a story. 
My future financial story is looking very good from the numbers I have 
seen. I would rather be rich than have a family, and I will save a lot of 
money with this belief.

It became clear, listening to Dave reconstruct his past and imagine 
possibilities for his future, that his appreciation for the systematic laws 
of finance did not exist in isolation from his experience of the interper-
sonal world and its traumatic vicissitudes. Rather, he used these laws like 
a genre, or a master-narrative, structuring causal and temporal relation-
ships between events and formulating his own expectations and sense of 
personal identity through their promises. Sociolinguist Charlotte Linde 
has written that the particular “coherence systems” we use to organize 
our life stories assist us in creating a sense of coherence about our lives 
as a whole (Linde 1993). For Dave, these precise and predictable calcu-
lations did, indeed, tell a story—and through that story, he imagined the 
future trajectory of his life.

6.4  he will come out with Something from tv 
to give him the wordS

Steve’s “engulfment” by the prehistoric and Dave’s “future financial 
story” highlight the many ways in which autism is constituted in sig-
nificant part by the cultural materials with which it engages. If cultural 
forms shape autistic development, this suggests we consider the possi-
bility of a cultural contribution to the particular forms of what has come 
to be seen as autistic symptomatology. Under conditions of mass pro-
duction, standardization and routinization, many cultural symbol systems 
are produced in such a way that the relationship of component parts to 
one another and the relationship of the whole to the perceiving audience 
will be as constant as possible across all consumers and circumstances, 
transcending the particularities of a particular place and time. The easy 
availability of such systems can serve as a means of socialization for those 
who are most dependent on stable, external organizations of meaning to 
structure their experience and teach them how to be in the world.
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When I met Eric, he was eleven years old, and attending a private 
school in a major East Coast city, for higher functioning kids on the 
autism spectrum. I met and interviewed Eric as part of a two-year eth-
nographic study that looked at how the shifting diagnostic category of 
the autism spectrum is being interpreted by people diagnosed with these 
conditions, their families, and the professional communities that sur-
round them. As part of that research, I was helping to run a drama club 
at Eric’s school, and he was a member.

When I came to his house to interview him and his family, Eric 
emerged from his room wearing a Groucho Marx mask—with the 
glasses, and the nose, and the mustache—and demanded that I speak all 
my interview questions into his toy microphone. I was momentarily dis-
oriented by the way he inverted the interview frame, utterly compromis-
ing its polite invisibility. Eric spoke in an exaggerated, stylized sing-song, 
like an old-fashioned circus showman. His parents called him “the direc-
tor,” because his favorite thing to do was to make them act out routines 
he’s seen on YouTube. Over, and over, and over.

He didn’t have many friends. The other kids at school liked him, 
but he didn’t like to hang out with them, because he couldn’t predict 
their behavior. Something might happen that he didn’t expect, and he 
wouldn’t know what to say or do if they went off-script. So instead, 
unless his parents were forcing him to go to tennis camp or our drama 
club or something like that, he stayed at home and watched his videos. 
Over and over and over. And through this process, he was socialized into 
a particular way of being in the world.

“When a DVD comes out” his father explained to me, if it’s a movie that 
he liked, he gets it the day it comes out and he will watch it 30 times. 
He will learn every line, every word; he will ask what expressions on peo-
ple’s faces mean, about colloquialisms he hasn’t heard before. What he will 
very often do is—totally appropriate, totally on point, totally on subject, 
totally scripted—he will come out with something from TV to give him 
the words. We know that without video, without Sesame Street, without 
his ability to go back and review things over and over, and I mean it can 
be 30, 40 times […] he wouldn’t have learned half his language because 
nobody can do the repetition he needs.

Eric, like many individuals now diagnosed with autism spectrum disor-
ders, had an underlying difficulty with auditory processing. It took him 
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a while to understand what he heard, and by that point, the rapid-fire 
conversations around him had usually long moved on. But the DVD 
player was a patient teacher, showing Eric ways to organize words into 
sentences, parts into wholes, disparate concepts into chains of meaning. 
Through these narratives, he could reach out to others and show his 
deep care and concern for their welfare. His father went on to tell me:

He saw a commercial the other day for Life Alert. You know: I’ve fallen, 
and I can’t get up! My mother has been a widow for 25 years. He called 
my mother and got the answering machine and of course said, “Grandma, 
I want you to get Life Alert.” And then proceeded to do the straight 30 
seconds right out of the commercial: Every senior citizen should have one, 
if you live alone—but then you won’t be alone and I won’t worry about you. 
And totally on his own, I mean, he never asked what a senior citizen was, 
he never talked about that grandma lives alone. He put all these things 
together himself. This just happened this week, we’re thrilled.

When I was first reviewing this material, I saw this incident, as his father 
had intended me to, as teaching me something about Eric: about how 
his brain works, and how he learns about the social world. But what if 
we were to look instead at what this story could teach us about the social 
world that he is learning, and how that content and context affects his 
process of socialization? Consider the following summary of what Eric 
has learned from his study of the Life Alert commercial: Grandma is a 
senior citizen; Grandma lives alone; senior citizens living alone is com-
monplace but also something he should worry about; there is a machine 
that will take care of this problem for them. These givens of Eric’s social 
world—the classification of persons according to large-scale bureaucra-
cies, the weakening of traditional social and familial ties with geographic 
dispersal of families and communities, and technology and consumer 
goods rushing in to fill that void—have shaped Eric’s mode of social-
ity. I don’t mean to say that Eric’s family, those immediately around 
him, have failed in any way in their efforts to teach him about the world 
around him. As his father says, no person can provide the amount of 
repetition he needs to learn the complexities of his social environment. 
But the DVD player helps. Some part of Eric’s socialization has taken 
place through video, through Sesame Street, through the ability to go 
back and review things over and over. And each time, things go exactly 
the same. This mimetic quality, its consistency, has shaped the tightly 
scripted nature of Eric’s mode of sociality. How much of what we now 



6 AUTISM AS A MODE OF ENGAGEMENT  141

call autism—the repetitiveness and the rigidity of its routinization—
is resulting from the availability of these sorts of cultural materials, the 
unprecedented technological capacity to make things go the same way 
every time?

In asking these kinds of questions, I’m inspired by the work of 
sociologists studying what they consider to be a second phase of  
post-industrial modernity, sometimes referred to as “late modernity” 
(i.e., Beck 1992; Beck and Beck-Gernsheim 2002; Giddens 1991, 
2000). Scholars of “late modern” or “high modern” societies suggest 
that such societies are going through a shift away from shared, stable, 
explicit systems of social organization and towards forms of social par-
ticipation characterized instead by individual choice accompanied by 
uncertainty, ambivalence, and risk. The fading away of manifest social 
organization in its traditional forms has not meant that all people in fact 
operate as unique, free agents; rather, our seemingly free choices are now 
shaped and governed by bureaucracies, mass culture, and other such 
standardizing forces. Beck (1992) gives television as an example of what 
he calls “institutionalized individualism”:

[I]ndividualization delivers people over to an external control and stand-
ardization that was unknown in the enclaves of familial and feudal sub-
cultures […] Television isolates and standardizes. On the one hand, it 
removes people from traditionally shaped and bounded contexts of con-
versation, experience, and life. At the same time, however, everyone is in a 
similar position: they all consume institutionally produced television pro-
grams, from Honolulu to Moscow and Singapore. The individualization—
more precisely, the removal from traditional life contexts—is accompanied 
by a uniformity and standardization of forms of living. (132)

At the same time, Beck observes, this process also mandates an emphasis 
on the individual as the sole unit of action and analysis, resulting in an 
obscuring of social and structural forces.

Your own life—your own failure. Consequently, social crisis phenomena 
such as structural unemployment can be shifted as a burden of risk onto 
the shoulders of individuals. Social problems can be directly turned into 
psychological dispositions: into guilt feelings, anxieties, conflicts and  
neuroses. Paradoxically enough, a new immediacy develops in the relation-
ship between the individual and society, an immediacy of disorder such 
that social crises appear as individual and are no longer—or only very indi-
rectly—perceived in their social dimension. (Beck 2002, 24)
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Herein lies the double impact of institutionalized individualism upon the 
people I’m talking about in this paper. They are more symbiotically reli-
ant than most upon culture to complete themselves, yet the culture they 
find is one that denies the very impact of shared social structures in favor 
of explaining all phenomena on an individual level of analysis. And the 
process itself is described by medical and scientific knowledge production 
systems as arising exclusively from the inherent qualities of their individ-
ual brains.

6.5  that waS from Something

I got to observe this process in action when I went through training 
on the ADOS (Autism Diagnostic Observation Schedule), one compo-
nent of the assessment system that has been the gold standard for autism 
diagnosis during autism’s extraordinary rise in diagnostic prominence 
(Akshoomoff et al. 2006; Gotham et al. 2007; Oosterling et al. 2010).4 
The ADOS is a sustained, structured social interaction between an exam-
iner and an examinee, during which the examinee is assessed on his or 
her interactional style and approach to tasks.

Successful social behavior on the ADOS modules is behavior that 
appears to be specific to the particular situation, specific to the particular 
people involved, and not ordered or organized by any sort of identifia-
ble external form or task demand. Participants, for example, gain points 
towards a classification of autism for being determined to finish a task, to 
do things in a particular order, or to otherwise organize their behavior or 
circumstances according to some extrinsic form not explicitly demanded 
by test administrators. The irony, of course, is that the ADOS is a stand-
ardized diagnostic assessment of sociality, and so the entire interaction is 
thoroughly standardized, externally structured, and designed to be simi-
lar, in fundamental ways, across administrations. As the authors wrote in 
a 1989 article introducing the instrument:

The general format of the schedule is to encourage an interaction that 
appears natural, during which preplanned “occasions” for certain behav-
iors arise, with the imposed structure as invisible to the subject as possible. 
However, in reality, this structure has been carefully determined in terms 
of social tasks that are defined in detail by variations in cognitive demands, 
in the type of materials, and in the behavior of the interviewer. […] These 
standard situations thus provide comparable social stimuli for all subjects. 
(Lord et al. 1989)
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The burden is thus on test participants to occlude the artificiality of the 
interaction; for those who cannot or do not do so, their deviation from 
this imperative is pathologized as developmental disability.

I began my training by watching two videotapes, of two children 
being assessed on the ADOS (Western Psychological Services 2000). The 
first was a little boy who used few words, squealed and hummed, and 
appeared basically oblivious to the examiner’s attempts to engage him in 
play. The little boy received a diagnosis of autism. The second was a little 
girl, who was chatty and cooperative with the examiner, gamely going 
along with the various activities proposed and carrying them out with 
a certain amount of verve and flair. But in the end, the little girl, too, 
received a diagnosis of autism. Here is why: She had made several dif-
ferent comments in the identical tone of voice, with the same phrasing 
and inflections each time: Hey, the blocks fit! Hey, a hot dog! Hey, look, 
a piece of bread! There was something exaggerated in how she talked 
(“REALLY? That’s SO COOL!”), her voice lilting in a way that made 
her sound stilted, artificial. When asked who her friends are at school, 
she rattled off an alphabetized list of all her classmates, talking about 
what desks they sit at rather than who they were as people. When the 
examiner tried to interrupt her, she just kept talking until she was done 
with her list. She was more interested in investigating the camera in the 
corner and the one-way mirror on the wall next to her than she was in 
chatting, anyway. Her eyes wandered around the room while the exam-
iner was talking. It was these quirks that got her the points that added up 
to her autism classification. Mia’s social behavior, overall, appeared stereo-
typed rather than spontaneous, and only the latter is counted as legitimate 
social behavior.

At the training, we spent the bulk of our time learning what kinds of 
interactions to code as genuine and appropriate social behavior, and what 
kinds do not meet those criteria. The distinction that gets repeatedly 
drawn, when scoring the ADOS, is between a behavior that is explicitly 
elicited by someone else (i.e., a child volunteering a personal story only after 
being asked to do so) or that clearly comes from somewhere else (i.e., an 
examinee answering a question in a way that appears to have been memo-
rized or to emerge out of his or her own preoccupations) versus a behavior 
that emerges sui generis from the subject him- or herself, in direct relation 
to the immediate context (i.e., a child spontaneously telling the examiner 
about his recent trip to the beach in response to being shown a picture of 
a beach scene). Only the latter is counted as true social behavior.
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In some cases, this distinction is easy to draw. At the training  
I attended, the trainer administered a module 3 to a little boy, Jay, who 
was more interested in playing with the frame of our interaction than 
the toys and activities that were its official content. He addressed, rather 
than ignored, the assembled audience of observers, singing us a song 
about the alphabet into a microphone clipped to his neck. “I want to 
sing the movie song!” he insisted, as the administrator gently tried to 
guide him from one activity to the next. “That was from something”  
she inferred about the “movie song,” and scored him a 2 for “stereo-
typed or idiosyncratic use of phrases.” But at other times, drawing this 
distinction is more difficult. At one research lab where I observed, two 
staff members disagreed by one point in their scoring of a young boy, 
and this one point would make the difference in whether or not he met 
criteria for autism spectrum disorder—and thus for inclusion into the 
research study. The main point of contention was whether he had shown 
age-appropriate insight into social relationships. At one point during 
the administration, he had asked the examiner if she knew the story of 
Martin Luther King Jr. “We don’t treat our friends like that anymore” 
he announced. But when asked “what is a friend?” he fumbled, said the 
question was hard, asked for an easier one. So did he show insight into 
friendship? “The Martin Luther King thing sounded rehearsed,” the 
research assistant conceded, and adjusted his scoring so that he met crite-
ria for autism spectrum disorder.

This distinction, between the genuine and the staged, also extends to 
judgments about the genuineness of the subjects’ pleasure and enjoy-
ment of the examiner and of the activities themselves. The activities have 
been designed to be fun: stuffed animals, funny stories about monkeys 
and coconuts, a very cool plastic bubble gun. And the examiners, almost 
exclusively people who have made professional careers out of working 
with children, have carefully honed their appeal, squatting down next to 
kids and speaking in an ingratiating, playful way. Given this standardiza-
tion of fun, if a subject does not show “definite pleasure” in the interac-
tion with the examiner, the assumption is that there must be something 
wrong with the subject, that he or she is deficient in his or her capacity 
for “appropriate social pleasure.” “I don’t think they [the signs of pleas-
ure] were clear or definite. He didn’t show ‘definite pleasure’ to me,” 
our trainer told us after her ADOS with Jay. By the end of the test, tired 
and cranky, Jay had resorted to giving a little bow and thanking us gath-
ered observers after every test item, then attempting to head offstage, 
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only to be gently redirected back time and time again by assistants  
waiting in the wings. It had started to feel uncomfortably like watching 
an actor’s nightmare. “Remember, we’re coding him in relation to his 
average nonverbal mental age” she continued. “He should be able to 
do things at that ability level. The best fit is ‘shows some appropriate 
pleasure in the examiner’s actions’ [among the criteria for a score of 1].  
I think a zero is being too generous, too generous.”

In difficult cases, we are instructed to attend to whether the sub-
ject invokes in us a sense of personal connection, a sense of being genu-
inely enjoyed. “I didn’t get a sense that he was enjoying me” our trainer 
explained her scoring after we watched her administer a Module 2. “I might 
as well have been a bubble-blowing machine.” Mia’s faux-pleasure, her arti-
ficial-sounding cries of “cool!” in response to the appearance of yet another 
toy she does not want to play with, are insufficient.

In many ways, what is being measured here is a participant’s ability 
to perform what Anthony Giddens (1991) calls the “pure relationship.” 
A pure relationship is “one in which external criteria have become dis-
solved: the relationship exists solely for whatever rewards that relation-
ship as such can deliver” (6). Such a relationship is pure because it is 
“not anchored in external conditions of social or economic life—it is, as 
it were, free-floating” (89). Participants engage in the relationship not 
because they have to, but by free individual choice based on their own 
desires and the degree of intrinsic satisfaction the relationship provides, 
and they can leave at any time on that same basis. The catch in this con-
text, of course, is that the ADOS subject is usually not here by choice. 
Also, Giddens notes that the successful cultivation of such a relationship 
requires the labor-intensive building of mutual trust; ADOS participants 
are strangers to each other, meeting for the first time in a doctor’s office 
or research lab. But participants are still expected to enact the ideal of a 
pure, spontaneous, voluntary, pleasurable social interaction as a condi-
tion of social health.

The ADOS appears to be measuring the extent to which subjects 
spontaneously produce genuine responses, unconstrained by rules or 
routines or pre-fabricated repertoires. What it is actually measuring is a 
task somewhat more complicated and far more difficult: the ability to 
comply with a complex and minutely prescribed set of social demands, 
while making it appear to an observer as though these perfectly appro-
priate behaviors originated purely within the individual in response to 
the interlocutor. It is the responsibility of test subjects to occlude the 
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broader context of the interaction, its power imbalances and its standard-
ization, acting as if they were merely meeting with the examiner to play 
together for the pleasure of it.

The Autism Diagnostic Observation Schedule both exemplifies con-
temporary pressures toward the routinization and standardization of 
social life, and enforces the imperative to render those pressures invis-
ible by manifesting social behavior that appears sufficiently “spontane-
ous” and not inappropriately “scripted.” As such, it equates social health 
with a particular contemporary form of authenticity, characterized by 
a linked pair of cultural imperatives: the requirement to adjust one’s 
behavior to a precise set of social norms, while simultaneously making 
it appear as though one were acting purely out of one’s own immediate, 
spontaneous, and internally generated inclinations. An autistic mode of 
engagement is incompatible with these imperatives, because the cultural 
products that structure behavior remain obdurately visible as such, thus 
confronting us with the rigid, repetitive, routinized forms that populate 
and order our social lives. We are inevitably shaped by the ways in which 
we have shaped our surroundings.

6.6  my child iS a toxic waSte dumP

Concerns about the autistic mode of engagement are inextricable from 
concerns about the impact of our human work upon the world. This 
became most clear to me when I started spending time with people who 
sought to “recover” their children from autism, which they defined as a 
whole-body disease resulting from exposure to man-made toxins. As they 
struggled to separate the autism from the child (both conceptually and 
concretely), parents and practitioners often identified autism as the result 
of injudicious human intervention upon the body or the broader world. 
In a historical moment when our transformation of our environment 
may be rendering that world less hospitable to human life, the permea-
bility of autism becomes a source of alarm about human industry more 
broadly.

“Our children live in a physically and emotionally toxic world!” pedi-
atrician Anju Usman announced at the 2008 meeting of the National 
Autism Association. The slides behind her listed “genetic predispositions, 
mother’s burdens, heavy metals, environmental pollutants, electromag-
netic fields, excess sensory input, stress/internal conflicts, dietary factors, 
microbial/biofilm, immune/inflammatory burden, chronic infections, 
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clostridia, strep, viruses, glutamate, ammonia, mercury, aluminum, lead, 
pesticides, [and] vaccine adjuvants (viral fragments)” as contaminants, 
both physical and emotional, that build up in children’s bodies and cause 
them to sicken (Usman 2008).

Parallels are often drawn, at these events, between pathologies of the 
body, pathologies of behavior, and pathologies of the broader sociocul-
tural and physical environment. For example, clinical nutritionist Liz 
Lipski’s (2009) talk at the Defeat Autism Now! conference described the 
intestines of autistic children as full of fungal overgrowth (clostridia, can-
dida), then compared these bodies to the monoculture of post-industrial 
agriculture. “It’s like a rainforest,” she declared.

Where you decide you could make a lot more money by clearcutting and 
raising soybeans! They are like a rainforest, an ecosystem that’s full of dyes. 
Preservatives. Metal toxicity. So they have a rainforest that’s been clearcut 
and people are growing soybeans—soybeans that look like clostridia! Like 
candida! Like things that should be there in small quantities. (Lipski 2009)

The replacement of nature’s biodiversity with an imbalanced, unhealthy 
sameness plays out in parallel, on the globe and in the gut. The conse-
quence is routinized, repetitive, and restricted behaviors on the part of 
the child, who both embodies and enacts this artificial overgrowth.

A major theme at these conferences is the novelty of these toxic expo-
sures. At a Defeat Autism Now! conference in 2009, an essay reprinted 
in the conference booklet refers to autism as a “Disease of Modernity”:

Toxins have become ubiquitous and can penetrate our defenses from every 
corner. From the air we breathe outdoors, which is more likely than not 
to be contaminated with industrial pollutants, to our in-door or in- vehicle 
air, which is almost certainly contaminated with vinyl off-gasses. Foods 
can be contaminated with pesticides, hormones, and non-stick coatings 
from cookware. Water can suffer contamination from a host of pollutants; 
even the disinfectants used by most municipalities produce by-products 
which are felt by many to be unsafe to drink and can be absorbed through 
bath-water as well. Whether through the digestive tract, the lungs, or the 
skin, we did not evolve with the defenses to protect us from the host of 
man-made toxins in our current environment. (Levinson 2009, 25)

The author goes on to advise that there is “more involved” in creat-
ing a non-toxic environment “than avoiding plastics, heavy metals and 
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industrial pollutants. […] Stress, poor eating habits, poor-self care, and 
limited creative outlets, exercise, and pastimes affect the well-being and 
lifespan,” adding that “there is largely no margin for error in the house-
hold of an affected child” (Levinson 2009, 26).

I’m not a toxicologist, and my aim here is not to evaluate the accu-
racy of each of these specific concerns. Rather, what I am struck by again 
and again is the way in which the byproducts of human work upon the 
world—both material and sociocultural, physical and emotional—have 
come to evoke intense fear and distrust. The repetitious cultural out-
puts of mass production and mass media that are such robust fodder 
for the autistic style can also be understood as a form of manufactured 
risk. When a child shows affection for a friend through dialogue out of a 
Disney movie, or shows love by reciting a commercial, his body and his 
being become sites at which this anxiety is negotiated. “If your kid’s a 
stimmy kid—flapping hands, verbally perseverative, scripting, rewinding 
videos, obsessed with things—we think of that as a viral child,” one of 
the presenters at the 2009 AutismOne conference observed in her pres-
entation, her use of the word “virus” effectively indexing a rich node 
of association between information technology and biological illness. 
“There’s a whole pile of viruses” (Hintz and Rankin 2009).

As can be seen in the notorious conflicts between those in this 
so-called “biomedical community” and autistic self-advocates, it can 
be difficult to square respect for autistic personhood and autistic ways 
of being with these anxieties. Our children are being poisoned, I heard 
a parent say at one of these conferences. Their brains are destroyed. At 
another presentation, a photograph of human corpses piled in a pit was 
used as a metaphorical illustration of the brain cells of autistic children 
(Blaxill 2009). On several occasions, I heard parents say: my child is a 
toxic waste dump. In the years since I first heard those words, I’ve never 
really stopped grappling with what to make of that statement. How do 
we consider the possibilities to which this phrase refers and its implica-
tions without denigrating the kinds of subjectivities that emerge under 
those conditions, without catastrophizing them as damaged or deval-
ued? Perhaps the troubled coexistence of our selves and our creations 
is so salient in the case of autism because it is so fraught—with peril, 
with contention. Perhaps also because it is passionate—and here I mean 
passion in the sense of love, and also passion in the sense of suffering. 
Autism places us squarely in the vulnerability of our incompleteness, and 
the terrifying range of its potentiality.



6 AUTISM AS A MODE OF ENGAGEMENT  149

As a result of my having done the work I have done, I have become 
more of an environmentalist. I have become more deeply aware of the 
permeability of our insides by our outsides, of the way we are always con-
suming what we create, even and especially those “byproducts” of our cre-
ation that we try to render invisible. At our Rio conference, Bárbara Costa 
Andrada contextualized her presentation on autism services in the Baixada 
Fluminense region of Brazil by showing us pictures of the legal and illegal 
dumping grounds that surround the industrial city where she conducted 
her ethnography. Thick with both toxins and treasures, the massive landfills 
provided a living for a local economy of thousands of people who picked 
through them for recyclables (Costa Andrada 2015). It is impossible to 
understand autism without understanding the environments that autistic 
people inhabit—these dangerous ecologies, and the gifts they offer.

Scripted comments, routinized play, industrial chemicals and vinyl 
off-gasses, clear-cut forests and dangerous electromagnetic fields: 
though they are different in their medium and mechanism of action, 
they share certain key characteristics. They are particular arrangements 
of elements—words, concepts, molecules, materials—that are assem-
bled as such via human action, and that have become necessary for our 
current mode of functioning. They are discarded and occluded, but are 
then taken up and made visible as robust forms by the autistic mode 
of engagement. The autistic incorporation and performance of these 
arrangements compromises our ability to disavow them. By pathologiz-
ing the autistic mode—and in particular, pathologizing it by collapsing 
it onto the individual body and thus denying its fundamentally extraso-
matic dimensions—we perpetuate our ability to trash: to keep unwanted 
byproducts of human production well out of sight.5

But this concealment comes at a cost. To over-value the impossible 
ideal of a pure individual self, uncorrupted by material of human mak-
ing, devalues many aspects of being human. Because of the fertility (to 
use Steve’s term) of autistic subjectivity, its permeability by the stuff of 
human making, respect for autistic self-expression especially requires 
respect for selves and social relations that are so constituted. It also 
requires that we recognize the full range of our productions—both those 
we would value and those we might rather send away—acknowledging 
the ways in which such human creations are inextricable from human 
development. To do so requires that we grapple with the consequences 
of our work upon the world, and the ways in which our intertwinement 
with each other transcends and permeates our own skins—even when the 
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consequence is a terrifying sense of impingement. But the consequences 
of not doing so may be worse yet.

In her remarks on the earlier version of this paper that was presented 
at our workshop, discussant Dawn Prince-Hughes suggested that autistic 
sensitivity—and even autistic withdrawal—can be a much needed invita-
tion into a deeper awareness of our interconnectedness with our threat-
ened environment.

If you can imagine standing in a hula hoop that you can’t get out of, no 
matter what, and there’s a godawful high school marching band going 
around you constantly, someone’s making you eat and smell limburger 
cheese, and you’re being pricked by needles by people that are coming in 
at random intervals, just pricking you at different places in your body—now 
imagine living like that for seven years without a break, or 35 years, or 52 
years, now, which I’m coming up on—and then you’re supposed to—let’s 
see, what are the rules—you’re supposed to be spontaneous! and show joy in 
interacting with people! And it’s just the craziest thing! When you know 
[autism] from the inside out, you think, well, nobody’s gonna do that. And to 
me, that is the case. Nobody’s doing that. When I think of the spectrum—
and I think of myself as far over on the spectrum but I see everybody on that 
spectrum—and when you mentioned the toxic waste dump idea, I think that 
in the case of autism, it’s almost as if evolution is anticipatory. So the kind of 
toxic environment, culturally and physically, that we’re being born into actu-
ally needs people like us to be the canaries in the coal mine, that say:

This is too much.
We can’t deal with it.
It’s painful.
What you said about the environment really resonates with me, because 

even though I’m so much better now, every day I can feel the sadness of 
people around the world. I can feel the dying of the planet. I can never 
get away from it. And I think other people are feeling it too. But they find 
their own different ways to seize on culture to limit the kind of stimuli that 
they’re feeling.

We do it as academics all the time. We saw it yesterday when we were 
trying to have our discussion. Our impulses to cling to the familiar. To 
repeat patterns that aren’t necessarily going to do us any good in the long 
run. We hold on to methodology, or onto our field of study. We hold on 
to our professorship. And to me this is all just the same thing. It’s just a 
matter of degree rather than kind. (Prince-Hughes 2015)

I hope that in this preliminary set of thoughts I have taken some small 
step outside of familiar patterns, and into a slightly different way of 
attending to the world around us.
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noteS

1.  Asperger’s Disorder as a distinct term was removed from the most recent 
revision of the Diagnostic and Statistical Manual of Mental Disorders 
(American Psychiatric Association 2013), subsumed under Autism 
Spectrum Disorder.

2.  For further accounts of this process, see Badone et al. (2016), Fein 
(2015), Prince-Hughes (2004) and Solomon (2004).

3.  Furlong and Cartmel (1997) refer to this process of occlusion as the “epis-
temological fallacy of late modernity,” observing that “although social 
structures, such as class, continue to shape life chances, those structures 
tend to become increasingly obscure as collectivist traditions weaken and 
individualist values intensify […] People’s life chances remain highly struc-
tured at the same time as they increasingly seek solutions on an individual, 
rather than a collective, basis” (2–5).

4.  Since the time of this training, a revised version of the ADOS, the  
ADOS-2, has been released. Though the ADOS-2 is similar in many ways, 
the following discussion should nonetheless be understood as a snapshot of 
a particular historical moment rather than a description of current practice.

5.  Joe Masco (2013) gives a chilling account of a similar process in his essay 
“Side Effect.”
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CHAPTER 7

Autism and First-Person Accounts:  
The Cognitive Problem

Jurandir Freire Costa and Roy Richard Grinker

7.1  introduction

In their recent edited volume Worlds of Autism: Across the Spectrum of 
Neurological Difference (2013), Davidson and Orsini draw attention to 
the extreme diversity of human thought and experience now included 
under the label “autism.” The authors underline the growing desire to 
learn about autism from self-advocates, in large part because autistic indi-
viduals’ representations of themselves challenge many of the assumptions 
about autism that scientists, clinicians, and educators continue to repro-
duce. These assumptions derive from the search for commonalities along 
the wide-ranging spectrum of autism and revolve mainly around absence 
and deficit: for example, the lack of a theory of mind (including empa-
thy), impairment in executive functioning, and “weak central coher-
ence,” a particular cognitive processing style in which individuals exhibit 
a bias towards details or local information, and have difficulty integrating 
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those details into a larger context. Whereas in the past it was thought 
that most people with autism could seldom understand themselves 
through the abstract framework of autism, nor author many insights 
to the scholarly study of autism, there are today dozens of first-person 
accounts by adults and children who self-declare as autistic; parents who 
recount the experiences of autistic children as involving both deficits 
and abilities; and also by some caretakers and scholars who published in 
a variety of forms (such as blogs, poetry, essays, and books) who con-
tribute to furthering a narrative genre that helps us rethink this deficit 
model.1

We seek to compare some of these first-person accounts with ideas 
commonly held by experts on the subject.2 First of all, we must make 
five preliminary observations. First, we sought to avoid the quarrel over 
the authenticity of accounts written with the aid of facilitated communi-
cation. The hypothesis of fraud regarding the texts’ authorship remains, 
but this does not negate the value of what was written about the lived 
experience.3 Second, we do not intend for these accounts to faithfully 
mirror the “intrinsic nature” of autism. To us, there is no “essence” or 
“intrinsicality” in this form of subjectification. This work seeks merely to 
better understand psychological expressions that bear a “family resem-
blance,” in Wittgenstein’s sense of the expression, by which we mean 
phenomena that may overlap, but as a group may share nothing in com-
mon. Third, the narrated cases are far from representing all subjects who 
participate in the autism spectrum. Many of these do not acquire the 
ability to communicate through personal linguistic expressions.

The fourth observation concerns the limits of this type of narrative. 
Many first-person accounts have a similar structure in terms of their basic 
constituent elements: recounting the experience of the disquiet and suf-
fering of parents, relatives, and the subjects when faced with the first 
signs of what would later be diagnosed as autism; initial contacts and 
obstacles with educational and therapeutic professionals and equipment; 
the disappointment, in most cases, with the routine way with which the 
problem is treated; the discovery of more creative and emotionally rich 
means of expression than those described or prescribed by the experts’ 
body of knowledge; et cetera. Additionally, in nearly all accounts, sub-
jects revisit narratives of previous experiences, adding new observations. 
Obviously, a “first person” account is itself a particular kind of style, 
constructed as a convention in writing, a style that marks, delimits, and 
simultaneously enables the enunciation of the psychological peculiarities 
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of this modality of human experience. However, we could say that sim-
ilar styles are enacted across multiple frameworks for communicating 
psychological experiences in societies that possess similar concepts of the 
individual and individualism. In all of them, there is a cultural imprint 
of the historical matrix; of the many ethnic, religious, social, profes-
sional, gender (etc.) cultures or subcultures; of academic specialties; and 
so on. All are inescapably present. We believe there is no way to escape 
the theoretical shadow of the vocabularies used to describe the autistic 
experience and we acknowledge that the descriptions are grounded in 
the long-standing ideology in Western civilization that societies are con-
stituted by individuals, and that each individual is a discrete and com-
plete being. Even the person suffering from psychotic delusions draws on 
his or her knowledge and experience in the world to create them. Thus, 
the fact that the study of first-person accounts requires a perspectival 
approach to autism does not mean that these accounts lack refined and 
original observations of psychological processes.

Finally, our goal is to illustrate, through the language of people with 
autism, how people construct their subjectivity and interpretative vocabu-
lary. And in doing so, we are perhaps not far from much of psychiatric and 
psychoanalytic practice, which often relies on first-person accounts as evi-
dence, even if clinicians also often deny that patient narratives can validate 
a diagnosis. We are approaching first-person accounts differently, however, 
to the extent that we draw on a non-medical vocabulary—namely, litera-
ture in phenomenology and philosophy of mind. Ironically, in using phil-
osophical perspectives to think about the language of people with autism, 
we are performing our own estrangement from “normal” disciplinary 
practices in psychiatric research, and in autism research in particular.

7.2  meaningS of autiStic exPerience

Understanding the meaning of the autistic experience depends largely 
on understanding the unusual way in which subjects communicate lived 
experiences to one another within their shared environment. These expe-
riences are, in short, intentional states, processes or occurrences; that is, 
they represent needs, desires, thoughts, sensations, feelings, beliefs, judg-
ments, actions, et cetera.

The meaning of autistic expressions may, for the purposes of argu-
mentative clarity, be divided into four major dimensions: cognitive;  
sensory-motor; affective and communicational. We chose these four topics  
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due to their tacit dialogue with conventional interpretations of the  
autistic experience or, in more scientific parlance, the broader autism 
phenotype: in conventional psychiatric nosology, so-called cognitive, 
affective, sensory, and communicational deficits are viewed as pathogno-
monic signs of autism.

By communicational performance, we designate the set of physical- 
mental resources that enable the subject to render intentional acts com-
prehensible to another subject. These resources may also be described 
as the linguistic and pre-linguistic competence that is necessary for 
the agent to produce, in the interlocutor, satisfactory or unsatisfactory 
responses to their demands, which may be conscious or unconscious; 
clear or confusing; simple or complex, et cetera. This includes cases 
described as “social communication deficits,” one of the most highly 
researched aspects of autism, and the subject of numerous psychomet-
ric tests, including difficulty expressing oneself, social reciprocity and 
turn-taking, and inability to develop meaningful friendships (Tager-
Flusberg et al. 2011).

By sensory-motor performance, we designate the physical expression 
of the body concerning the capacity to discern internal or environmen-
tal stimuli, ordering them in “types” or “instantiations of types” with 
cognitive-affective value, and also the heightened sensitivities (Baranek 
et al. 2014). Sensory-motor performance enables us to selectively cope  
with things and events, due to different inclinations, needs, beliefs, 
desires, aspirations, et cetera.

By affective performance, we designate subjects’ ability to mani-
fest emotion, feelings or affections that are appropriate to different life 
circumstances. This includes all aspects of the debate on the “empathy 
deficit” that is supposedly characteristic of autistics. Deficits in affective 
performance refers to the observations that people with autism exhibit 
flat or neutral emotional expressions and, moreover, exhibit emotional 
expressions that are unusual or socially inappropriate in given contexts 
(Hobson 2014).

Each of these topics is extraordinarily wide-ranging and com-
plex, and we do not wish to oversimplify them as features of autism. 
Nonetheless, they do represent major areas of behavior that clini-
cians construe as impairment and deficit, and are already codified (and, 
one might argue, simplified) in diagnostic tests, and in the American 
Psychiatric Association’s Diagnostic and Statistical Manual of Mental 
Disorders (DSM-5) (2013). We should also add that in the examples we  
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will analyze, the four elements were isolated for didactic purposes. In 
intentional human conduct, they are inextricably connected.

Given both the current stage of our research and the limits imposed 
by the scope of an article, we will focus on examples of cognitive actions. 
In future research, the other aspects will be analyzed.

7.3  cognitive Performance

We chose to analyze and, with the help of examples, question the 
hypothesis of a central coherence deficit. This hypothesis typically refers 
to the tendency in people with autism to focus in their cognitive process-
ing on details rather than the “big picture” or integrative gestalt (Happé 
et al. 2001). Central coherence is a term coined by cognitivist theories 
to describe a supposed autonomous instance responsible for the subject’s 
capacity to follow rules, based on systems of compulsory inferences. As 
Douglas Biklen critically observed, this thesis is based on the idea that 
the autistic subject is incapable of: (a) constructing categories, based on 
similarities and differences of the members of a logical set; (b) showing 
interest in the whole and not only in a part of a phenomenon, ultimately; 
and (c) deriving a gestalt of observed facts from individual occurrences 
(Biklen 2005, 40–43).

Scientific assumptions about a lack of central coherence continue to 
influence the way autistic individuals think about themselves—witness 
the large number of blogs and other writing in social media created by 
autistic individuals who identify weak central coherence (WCC) as a 
common deficit, even if they also sometimes challenge the assumption. 
There is considerable complexity and nuance in the psychological liter-
ature on WCC. Scientists debate whether WCC is distinctive to people 
with autism. They show elements of WCC in, for example, artists, and 
people with eating disorders. Moreover, scientists have also noted that 
WCC and other frameworks (e.g., systematizing and executive func-
tion models) are not mutually exclusive. Note, however, that consider-
ing WCC in its pure form as an ideal type, as first articulated by Frith 
(1989), subjects’ spontaneous capacity to structure the world, based on 
the embodied action of perceptive interactions and sensory reactions, is 
reduced to an almost theoretical-epistemological operation. This unsuc-
cessful operation would be the bedrock of their supposed inability to 
deal with the logic of means suited to ends or to correctly infer satisfac-
tory logical conclusions from consistent premises.
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In the psychological literature, experimental work has complicated 
WCC as a model that explains or essentializes individuals with autism. In 
this chapter, we seek to demonstrate how the hypothesis is challenged in 
first person narratives by subjects’ capacity to offer acceptable justifica-
tions for their actions, whether manifest or merely imagined. The ability 
to justify satisfactorily one’s own conducts is proof of subjects’ rational 
integrity. Rationality is obviously not explicitly addressed by most studies 
on cognitive deficit within the autism field. However, the rational justifi-
cation of conduct is the very expression of the integrity (1) of the logic 
of classifying things and events in the world, and (2) of the logic of valid 
and plausible inferences between premises and conclusions. By defining 
(1) X things or events as types or instances of Y things or events, or by 
saying (2) that A events have a logical connection with B conduct, which 
justify their role as motives for the latter, subjects show that their cogni-
tive processes may be atypical,4 but not necessarily evidence of a deficit in 
“central coherence.”

For these reasons, in their accounts, autistic writers strive to make 
others understand that cognition is not a disembodied process to be 
judged in terms of a shared rationality derived from the consensus of 
“neurotypicals.” As we note below, first-person accounts of autism show 
that autistic subjects know and seek to communicate about what they are 
thinking and feeling in an atypical way which is nonetheless rationally/
cognitively coherent.

This view is not foreign to anthropology. Anthropologists have long 
validated a relativist perspective, beginning with Evans-Pritchard’s clas-
sic account of Azande witchcraft beliefs as rational in context. Nor is this 
view foreign to Freudian psychoanalysis in which the reasons a person 
gives to explain a behavior cannot be evaluated by shared cultural expec-
tations about what is rational or reasonable but must be understood in 
terms of how the ability to explain oneself structures one’s psychological 
life.

As first-person accounts illustrate, autistic individuals not only wish to 
explain themselves to others but also to explain why they behave in a way 
that others interpret as strange—that is, they want to communicate their 
empathic understanding of the relationship between Self and Other. This 
ability is not trivial. Translating one’s own subjectivity into and out of 
the hegemonic mental vocabulary of those who, from the autistic per-
son’s perspective, are the atypical requires an enormous cognitive effort. 
We will emphasize this last aspect of cognitive performance, that is, the 
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rational justification of conducts, desires, beliefs, et cetera, because we 
believe it is frequently underestimated in discussions of autism.

7.4  fragmentS of accountS

7.4.1  Attfield

Richard Attfield was one of Douglas Biklen’s collaborators in his well-
known work on autism. In one part of his account, Attfield says:

I am not retarded … All my life I have been considered stupid. I under-
stand that autistic people are intelligent and if you people admitted that 
you cannot understand us then perhaps we could try in a way to under-
stand each other as fellow human beings. (Biklen 2005)5

The fragment speaks for itself. Attfield is not only capable of understand-
ing what “understanding” means, he is also capable of “understand-
ing” the reasons why he is not understood by most people around him. 
He knows his expressive means, the expressive means of others and can 
grasp, in a broad gesture of moral openness, the value in human beings’ 
efforts to understand one another. Preconceived ideas of a central coher-
ence deficit, as the logical ability to justify rationally the meaning of what 
is done, said or thought, are seriously called into question by accounts of 
this sort.

7.4.2  Mukhopadhyay

In his 2011 autobiographical account How Can I Talk if My Lips Don’t 
Move: Inside My Autistic Mind, Tito Mukhopadhyay, a poet on the 
autism spectrum, states that once he was shown a toy tiger and, when 
asked to name the object, encountered difficulty. He thought of many 
things associated with the tiger, such as “carnivore, stripe, ferocious, 
forest, hunt, etc.” but could not come up with the name of the animal 
until he arrived at a method of naming it: “A striped animal, which is 
not a zebra, is a TIGER” (115–116). Mukhopadhyay uses the object’s 
defined description, first in its positive form—a striped animal—then in 
its negative form—which is not a zebra—to then use the common noun 
as an index of singularization. He thus shows he can resort to an atypical 
logical procedure that is nonetheless perfectly intelligible both to himself 
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and to others. He is therefore competent to generalize based on singular 
phenomena and to construct categories formed by elements with similar 
characteristics.

At other moments, he describes a peculiar way of defining common 
nouns. For example, “a soft petaled part of a plant is a FLOWER” 
(ibid.); he also adds that “a very big animal, which evolved from a mam-
moth, is a ELEPHANT” (ibid.). In this case, what draws our attention 
is not just the logic of classification and naming, but the creation of new 
metaphors and metonymies. Describing a flower as “a soft petaled part 
of a plant,” and an elephant as “a very big animal, which evolved from a 
mammoth,” shows the integrity of cognitive functions and the creativity 
of the definitions. The originality of the definitions is even more remark-
able when we consider his ability to move to another level of abstraction 
and stress the importance, in his mode of comprehension, of understand-
ing the context in which words and expressions “gain meaning” and then 
including a description of that process in the act of definition. He wrote:

The story behind an object is far more important to me than the object. 
That is why a description of a situation becomes more important to me 
than the situation itself. (ibid., 54)

Such background thinking, perhaps more common than most people 
realize, or are willing to admit, often goes unnoticed, as if the “common 
noun” were a tag affixed to a product, as a matter of cognitive conveni-
ence or availability. In their everyday thinking, Mukhopadhyay and other 
autistic individuals excel at making a version (though non-binary) of de 
Saussure’s classic semiotic argument that signs have significance only in 
relationship to other signs (1998). For most of us, the context that origi-
nates a meaning is brought to the foreground and subjected to analytical 
deconstruction only when the meaning is disputed. But Mukhopadhyay 
spontaneously carries out this process.

7.4.3  Fleischmann

Carly Fleischmann, in a biography written with her father Arthur 
Fleischmann, shows, like Mukhopadhyay, an admirable capacity for cre-
ating unusual metaphors, in addition to interrogating the idea of a cate-
gorical thought deficit in autism. For example:
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“What do you want to do in New York?” [Arthur Fleischmann, Carly’s 
father] asked Carly. “The lady with the torch,” she replied.(Fleischmann 
2012, 173)

In another section, the dialogue is richer:

Caretaker:  Then if you get it, let’s do a pop quiz. Name three types of 
birth control.

Carly:  Pill. Condom. Diaphragm.
Caretaker:  How does the birth control pill work?
Carly:  It tricks your body into thinking it’s pregnant. (ibid., 179, 

183–184)

Lastly, consider these two sentences, simple yet rich in psychological 
and moral resonance: “You know how people talk behind people’s back? 
With me, they talk in front of my back” (ibid., 125).

In these examples, Fleischmann exhibits the capacity to categorically 
distinguish objects between types and examples—birth control as type, 
and pill, condom, and diaphragm as examples. Additionally, the meta-
phor of the Statue of Liberty and the way in which birth control acts 
“tricking” the body show her intellectual creativity, as she uses unusual 
images to describe usual things and events. The use of the expression “in 
front of my back” is painful. It illustrates the disregard with which we 
may treat people who express themselves differently from the majority 
and the feeling of belittlement felt by those treated disrespectfully. The 
majority is perceived as having a “front” and “back”—a metaphor for  
the rules of decorum that compel us to respect the feelings of others. 
The autistic subject, however, is often perceived as not entitled to the 
same respect. Anything can be said in front of them, even that which 
may come to offend or humiliate them.

7.4.4  Tammet

Daniel Tammet, in his autobiography, says he is most widely known 
as “an autistic savant,” an unusually gifted learner who speaks numer-
ous languages and has an extraordinary memory for numbers (once 
reciting more than 22,000 digits of pi in a single 5-hour period). He 
also has a form of synesthesia, in which numbers and letters are associ-
ated with colors. However, his remarkable intelligence for numbers and 
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language acquisition is not a mechanical activity. This is notable, among 
other things, in the justification he formulated to explain synesthesia. He 
states that synesthesia is a natural phenomenon that is potentially avail-
able to most people. In his case, the synesthetic potential is nearly fully 
developed. In support of this opinion, he turns to neuroscientist V.S. 
Ramachandran. He writes of a mid-century psychological test for the 
human disposition towards onomatopoeia in which research subjects 
were given artificial words and then asked to associate them to particular 
feelings:

Recently, Professor Ramachandran’s team has replicated the results of this 
test using the invented words bouba and kiki. Ninety-five percent of those 
asked thought the rounded shape was a bouba and the pointed shape a 
kiki. Ramachandran suggests the reason in that the sharp changes in the 
visual direction of the lines in the kiki figure mimics the sharp phone-
mic inflections of the word’s sound, as well as the sharp inflection of the 
tongue on the palate. Professor Ramachandran believes this synesthetic 
connection between our hearing and seeing was an important first step 
towards the creation of the word in early humans. (Tammet 2006, 166)

Tammet suggests that his own synesthesia is just a permutation of a 
human capacity that exists on a wide continuum, with himself at one 
extreme. The propriety of this reading of Ramachandran on synesthesia is 
irrelevant. What is important is the improvization displayed in Tammet’s 
cognitive operation. By naturalizing synesthesia, he creatively subverts 
his sensory-perceptive atypicality. His kinship with so-called “neurotypi-
cals” is evident. There is nothing in his way of feeling and thinking that is 
“deficient.” His abilities are typically human, only more so.

7.4.5  Higashida

Naoki Higashida, in his autobiographical account, discusses a relatively 
frequent behavior among autistics, repetition of the same question. 
About this kind of perseveration, he says:

It’s true; I always ask the same questions. “What day is it today?” or 
“Is it a school day tomorrow?” … I don’t repeat my question because  
I didn’t understand—in fact, even as I’m asking, I know I do understand. 
The reason, why? Because I very quickly forget what it is I’ve just heard. 
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Inside my head there really isn’t such a big difference between what I was 
told just now, and what I heard a long, long time ago … . I imagine a 
normal person’s memory is arranged continuously, like a line. My memory, 
however, is more like a pool of dots. I’m always “picking up” these dots—
by asking my questions—so I can arrive back at the memory that the dots 
represents. (Higashida 2013, 10)

Let us observe three characteristics of his account because they are repro-
duced by almost all authors of the accounts we analyze. Firstly, he diag-
noses the cause or reason of his expressive particularity and leads us to 
see that the supposed “echolalia” or “linguistic stereotyping” is a mean-
ingful act. Secondly, he explains the peculiarity of the mnemic function-
ing, linking together the image of a container, the storing of memories, 
and the usual image of a path, a progressive line in time, which is a 
normative image of recollection. Higashida’s cognitive performance is 
undoubtedly exceptional, though atypical. Higashida additionally notes 
that, for him, language is not only about memory but is, in the sim-
ple terms, about playing with, experimenting with, sound and rhythm. 
The sound of certain questions is pleasurable enough to warrant being 
repeated. Repetition in speaking is thus not entirely dissimilar, then, 
from the repetition of, say, playing catch with a baseball or a Frisbee.

7.4.6  Blackman

Lucy Blackman, in her autobiographical book, explains the meaning 
of the echolalia in her behavior and shows the efficacy of the cognitive 
activity that is implicit in atypical communication forms. Speaking about 
the verbal habit, she says:

… I used echolalia not as much as more fluent autistic children, but still 
enough to confuse the issue. I use to repeat single words to say that  
I agreed, because I did not use the ‘y-e-s’ word then. A second reason 
for echoing was that I did not understand. I still do that, not with a nice 
questioning lilt, but with a panicky flutter in my voice which is the fore-
runner to real stress. These days background sound in quiet places is less 
disorienting, so I can see this panic starting up and control it, but in places 
like city streets of offices full of computers and air conditioners it erupts 
without warning. The third reason for my echolalia has gone, thank good-
ness. This urge to speak spontaneously was always preceded by a patch of 



166  J. f. coSta and r. r. grinker

internal silence and I simply dared not leave a vacuum in the sound that I 
felt within my head, because I felt the word as if it were part of me and not 
something said by me. (2001, 42–43)

Observe Blackman’s ability to distinguish between several referents of a 
single term and the acuity with which she operates this distinction. In 
the first case, echolalia appears as a substitute for words not yet learned. 
It therefore works as a sort of idiosyncratic synonym of the word “yes.” 
In the second case, it is used as a defense against affect disorientation in 
the face of a meaning Blackman does not control, particularly the flow 
of intense sounds in noisy places. It is a defense, therefore, against the 
excess of noises and information that are onerous to her sensopercep-
tion. In the third referent, echolalia has a near opposite goal, to fill with 
a thought vacuum with sounds. In other words, the meaning of that 
which, at first glance, seems to be a pure repetition of sounds deprived 
of a semantic load is the effect of a similar verbal act with diverse prag-
matic functions. Blackman not only uses words as we have all learned to 
use them, that is, in context and with diversified communicative func-
tions. She is also able to explain the subtle difference between psycholog-
ical states that justify or do not justify the idiosyncratic use of language 
sounds. Her ability to articulate this difference contradicts conventional 
notions of cognitive deficit in autism.

7.4.7  Mukhopadhyay and Barron

Both Tito Mukhopadhyay (2011) and Sean Barron, who wrote an auto-
biographical book with his mother Judy Barron, through these examples 
once again show the authors’ ability to rationally justify the meaning of 
behaviors they recount. Mukhopadhyay and Barron both used to turn 
light switches and electrical appliances on and off repeatedly, which diso-
riented and sometimes annoyed their parents.

In Barron’s account, he states that:

I loved repetition. Every time I turned on a light I knew what would hap-
pen. When I flipped the switch, the light went on. It gave me a wonderful 
feeling of security because it was exactly the same each time. (Barron and 
Barron 2002, 20)

Mukhopadhyay offers more than one explanation for a similar behavior. He 
explains the compulsion for turning light switches on and off as follows:
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As I did my work with the switches, it gave me a feeling of great triumph, 
as if I was holding the reins of those bright dark moments in my hands. 
And those moments comforted me by their predictability. (Mukhopadhyay 
2011, 52)

He then states that the switch’s rhythmic movement enables him to bet-
ter understand what is happening in his environment and asks the follow-
ing question:

And why should comprehending the environment become less fragmented 
if I turned the switches on or off? […] I would just see one aspect of the 
environment. The illuminating aspect, with a controlled probability of 
either bright or dark. After controlling my visual senses I would be able 
… to eliminate other visual distractions like shadows, reflections, and the 
movement of the blades of the fan. (ibid., 54)

On another occasion, he answers the question about the role of rules and 
routines in his everyday life, stating that:

Rules are somewhat the very proof to an Autistic person that he exists. 
[…] I am no exception and I get a sort of self-existing sense when  
I have followed a routine set of activities. […] But if I decide to switch on 
the lights at midnight and wake the whole house up by playing my tape 
recorder, just because I want to find my identity, I need to be stopped. 
(Biklen 2005, 126–127)

Observe their capacity to offer diverse causes and reasons to behaviors 
that, at first glance, are nearly indistinguishable. Barron associates the 
repetition of flipping the light switch on and off with the desire to find 
everything around him in exactly the same place. Undoubtedly, the 
behavior is atypical, but it cannot be classified as “stereotyped,” if by 
stereotyped we mean mechanical movements with no meaning. A move-
ment that seeks to create conditions for the subject to have the experi-
ence of constancy, permanence, of the vital environment is anything but 
“meaningless.”

Mukhopadhyay also offers two other justifications for the impulse 
to repeat. First, the repetitive gesture is interpreted in an extremely 
inventive way. By controlling the light, he controls his horizon of 
vision in order to only see an “aspect of the environment,” eliminat-
ing “other visual distractions.” This cognitive strategy is similar to the  
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“scenic rhetoric” of theater spectacles. Through the use of spotlights, the 
director manipulates the gaze of the viewers, fixing their attention on the 
aspect of the plot he hopes to highlight. Second, he does not explain 
the function of repetition as filtering the environment’s sensory stimuli. 
The behavior’s meaning is not to order the environment’s elements, but 
to strengthen the experience of recognizing his identity. Additionally, 
even though he understands how important it is to attain this goal, 
Mukhopadhyay agrees that at times others should stop him. His cog-
nitive performance is thus more complex than meets the eye since his 
explanation incorporates the variable of “inconvenience to others.”

7.4.8  Shore

In Stephen Shore’s text, Beyond the Wall: Personal Experiences with 
Autism and Asperger Syndrome, the cognitive device is used in an orig-
inal way. In discussing his compulsive tendency to mimic his brother’s 
gestures and ways of speaking, he says: “Perhaps I had difficulty seeing 
myself as an autonomous being, separate and distinct from my brother” 
(Shore 2003, 35). He acknowledges his behavior as strange and then jus-
tifies it with an argument that is logical and makes cultural sense. Being 
aware of the possible lack of distinction between Self and Other and 
articulating this phenomenon in relation to the compulsion to mimic 
shows intellectual dexterity. Indeed, configuring, and communicating 
about, the Self as an object to be described demands a complex cogni-
tive effort. Experiences of “agency,” “authorship,” “self-awareness,” 
“self-knowledge,” et cetera, all implied in everyday actions, have to be 
broken down so they can be cognitively transmitted. Expressions such as 
“seeing myself,” “autonomous being,” “separate and distinct,” et cetera, 
presuppose a level of abstraction that is incompatible with the “central 
coherence deficit.”

7.4.9  Barron

Barron had two compulsive habits that annoyed his mother. The first 
was repeatedly throwing pencils at the home’s radiator; the second was 
throwing objects at a tree, without bothering to find out if the objects 
belonged to people who may not have wished them to be thrown. In 
both cases, Barron was satisfying his curiosity about ballistics. His inter-
est consisted in discovering repeated patterns of flight behavior by 
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observing the time and speed of ascent and descent of objects thrown 
against a rigid target, situated at different heights and distances from 
the thrower. Barron’s aggressive reaction to his mother’s reproach is not 
easily defensible, but is nonetheless intelligible if we look at it from the 
perspective of his self-interest. Barron claimed that, in repeating this ges-
tures, he felt great satisfaction, because

This was my world and I had control over it. I controlled the object. It 
went up to the top of the tree because I made it happen. And if the thing 
I threw belonged to someone, that didn’t concern me and I had nothing 
to do with it. When I was called names and punished, I felt invaded. I was 
no longer in control; someone had control over me. (Barron and Barron 
2002, 45)

The conduct’s intelligibility is evident. The context of meaning may 
seem extravagant, but, once re-described, becomes absolutely justifiable. 
The desire for pattern, routine, and repetition becomes understandable 
when we consider them as mechanisms to stabilizing the identity and the 
environment.

7.5  cognition reviSited

In other words, cognition is not equivalent to mere “intelligibility,” if 
by intelligibility we mean the capacity to competently use abstract argu-
ments and thoughts in the dominant and ordinary language. The cog-
nitive activity of autistic individuals, both in categorically distinguishing 
between things and events and in plausibly justifying intentional acts, is 
irreducible to the idea of a central coherence deficit or executive function 
deficit. As Brendan Hart (2014) has shown, communication between 
caretaker adults and autistic subjects occurs through the use of “pro-
saic technologies” such as “radical translation,” “joint embodiment,” 
and “prosthetic environment” (287). In “radical translation,” caretakers 
translate subjects’ behavior in order to signal and index what happens in 
the subject’s internal worlds. In “joint embodiment,” parents and child 
together create “an improvised choreography whereby parents and child 
prompt each another, verbally, gesturally and physically” (288). Thus, 
autistic subjects come to have a “prosthetic environment” in which they 
can express cognitive, affective, sensory-motor, and communicative func-
tions that are necessary to developing their personalities.
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What Hart describes at a socio-anthropological level corresponds to 
what authors such as Robbins and Aydede (2009), Gallagher (2009), 
and Lakoff and Johnson (1999), for example, understand to be the 
requirements for the expression of a “situated cognition.” Robbins and 
Aydede break this expression down into three main notions: “embodi-
ment, enactivism, and extended mind” (2009, 3). In their words:

First, cognition depends not just on the brain but also on the body (the 
embodiment thesis). Second, cognitive activity routinely exploits struc-
ture in the natural and social environment (the embedding thesis). Third, 
the boundaries of cognition extend beyond the boundaries of individual 
organisms (the extension thesis). (ibid.)

Gallagher (2009), in turn, cites Bergson, Merleau-Ponty, Dewey, 
Heidegger, and Wittgenstein in his reading of the philosophical ante-
cedents of “situated cognition” in order to show that cognition is not 
an isolated act of the body, the language and of other components of 
the physical and human environment that circumscribes the subject. To 
Bergson, Dewey, and Merleau-Ponty, he says, “cognition is a form of 
action and not a relation between a thinking that goes on in the mind 
and a behavior that goes on in the world” (ibid., 37). Continuing, he 
shows that, according to Heidegger, the subject’s situationality in the 
world precedes and founds the conditions of cognition:

By the time we think about things, or explicitly perceive them as what they 
are, we have already been immersed in their pragmatic meaning. To be 
pragmatically immersed in worldly contexts is to have a certain knowing 
relation to the world, which Heidegger calls “circumspection” (Umsicht) 
and distinguishes from theoretical knowledge. (ibid., 39)

However, in Wittgenstein’s formulation, Gallagher continues,

the meaning of a concept, and the significance of verbal and gestural 
actions are inseparable from the setting of actions … In a well-defined sit-
uation, a practice can be well defined not by the existence of a rule book 
that is consulted, or by an explicit understanding of the rules, but by the 
physical and socially defined situation itself … . A language and a set of 
concepts are created by the particular purposes involved in the situation. 
Thus, in contrast to traditional approaches that make concept use a matter 
of detached and deliberative judgment, Wittgenstein maintains that con-
cept use is more like a practical skill. (ibid., 46)
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As for Lakoff and Johnson (1999), both show that the significance or 
meaningfulness of a cognitive act is more than its intelligibility; it is a 
way of being in the world, an embodied experience of coping with the 
environment. Meaningfulness is the vocabulary abbreviation of a gestalt 
structure that gives coherence, regularity and intelligibility to the sub-
ject’s action and perception. If, in positioning themselves in the world, 
subjects use unusual image schemata, metaphorical projections, or 
rational justifications they usually produce reactions of unfamiliarity in 
the environment.6 This is an argument that warrants repetition and fur-
ther research. As Olga Solomon (2010) points out, the subjective, the 
sensory, and the perceptual, are always susceptible to the power of sys-
tems of governance, such as psychiatry and psychology to order, regu-
late, and pathologize ideas and actions. Indeed, to some extent, autistic 
discourses such as those analyzed here are forms of resistance to hegem-
onic discourses and authority, whether specific models, such as weak cen-
tral coherence and impaired theory of mind, or even science in general.

The theoretical discussion of this topic could extend far beyond what 
is possible within this format and the examples could be multiplied in 
order to illustrate the diverse facets of cognitive integrity present in the 
conduct recounted by the authors of the accounts. We would thus prefer 
to end this text with this eloquent poem by Birger Sellin (1998):

Je veux aussi montrer les absurdités autistiques
Mais je les interpréterai et les expliquerai aux gens
Car chaque absurdité a un sens profond comme tout
Tout chez nous revêt un sens
Notre monde n’a pas sombré pour toujours dans
L’insensé comme on le suppose
Notre monde au contraire est pareil à un système
D’antennes de sécurité né d’îles fabuleuses. (61, 62)

I also want to highlight autistic absurdities
But I will interpret and explain them to others
For each absurdity, like everything, has deep meaning
And because everything in our world has meaning
Our world has not sunk forever into the darkness
As the fool assumes
Our world is a system
Alarms, born from fabulous islands.7
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noteS

1.  Most of the accounts analyzed here are in English because the literature 
we are discussing largely comes from English-speaking countries where the 
lay movement that debates the “nature” of autism began. Since the study’s 
objective is not the transcultural expression of autism, but rather its phe-
nomenology, this restriction of the universe of analysis is not especially rel-
evant. The Brazilian literature is much more scarce. It will probably be the 
object of investigation in a latter stage of the study.

2.  We thank Elizabeth Fein and Michael Orsini for their careful reading of 
this text. Their critiques and suggestions have decisively contributed to the 
work.

3.  On this discussion, see: Michael Klonovsky’s 1998 “Postface” in Birger 
Sellin’s La Solitude du Déserteur (229–263).

4.  We will use the terms “atypical” and “atypia” in the sense of percep-
tive-linguistic variants of “cultural prototypes,” in Rosch and Mervis’s 
definition. The authors define prototypes as the “abstract representation 
of a category” (Rosch and Mervis 1975, 575). That is, a group of individ-
uals—in the logical sense of discrete units, whether things, living beings 
or persons—is prototypical when its members possess family resemblances 
to each other. A prototype need not have a property in common with all 
the members of the group it represents. Its function as a representative of 
the category’s “normalcy” or “typicality” is accepted and naturalized in 
everyday communication pragmatics, which always depends on contextual 
cultural habits. Thus, we consider that a subject is perceived as “typical” 
in their way of existing or expressing themselves if they present features 
that make them similar to the prototype’s abstract imagetic or conceptual 
figure. On the other hand, applying terms such as “atypical,” “atypic-
ity,” etc., to certain subjects means highlighting the wealth of variation 
of human conduct with regard to the dominant prototype, and not eval-
uating its forms of expression as “abnormal,” “deficient,” “pathological,” 
“ill,” “dysfunctional,” etc. Additionally, regarding the difference between 
“abnormal” and “pathological” or “functional and dysfunctional,” see 
Canguilhem’s (1972) indispensable classic on the normal and the patho-
logical, and regarding the contestation of the difference between a species’ 
“proper function” and supposed “dysfunctional” individual variants, see 
the enlightening studies by Ruse (2002), Boorse (2002), Millikan (2002), 
Hardcastle (2002), and Cummins (2002).

5.  Attfield, Richard. In Biklen (2005, 58).
6.  See Johnson (2008, 1987), Lakoff and Johnson (1999).
7.  Translated by Roy Richard Grinker, 2017.
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CHAPTER 8

Commentary: Words, Voice, Silence

Laura Sterponi

8.1  wordS

These days, I find myself dealing more in words, and less in sensations. 
And something is lost, something that I’m trying to find again. (Elizabeth 
Fein)

The relationship between words and meaning is complicated and  
paradoxical. The very moment a linguistic symbol brings into being an 
element of reality it also indicates its absence. With language, an irrevers-
ible rupture is produced: on one side, the reality, on the other, words; on 
one side, sensations, on the other, concepts; lived phenomenal experience 
and linguistic form. Arguably, philosophy of language has developed as 
an attempt to articulate as well as come to terms with this estrangement.

Analytic philosophy, culminating with Wittgenstein’s Tractatus 
Logico-Philosophicus, has painstakingly endeavored to demarcate the lim-
its of language and characterize the relationship between language and 
reality in the idiom of mathematical logic. Desire, emotions, and sensory 
experience fall outside the scope of the propositional calculus. Hence 
Wittgenstein’s famous assertion: “Whereof one cannot speak, thereof 
one must remain silent” (Wittgenstein 1922, 189).
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The lively discussions that developed over our time together in Rio, 
and the three essays to which I have the privilege to respond, represent 
ways to engage with the silence, strategies to complicate the spoken and 
to interrogate the unspeakable. I suggest that two main strategies are  
leveraged in this semiotic enterprise. I would characterize them as deno-
tational layering and non-referential signification.

Not dissimilar to Derridean drift—which challenges the idea of a 
 stable, final, authorized, and authentic meaning (Derrida 1976)—deno-
tational layering seeks to expand meaning through ad infinitum succes-
sions of referential characterizations articulated in relations, associations, 
and reverberations. As such, denotational layering defeats the purposes of 
the referential process the very moment it enacts it. Denotational layering 
is predicated on a fundamental principle of Peircian semiotics—“a sign is 
something by knowing which we know something more” (Peirce 1974, 
8.332). At the same time, denotational layering eschews delimiting and 
limiting signification, and along with it the containment of meaning in a 
univocal, unambiguous definition.

Freire Costa and Grinker’s analysis of the ways individuals with autism 
account for their engagement with words attests to this process of deno-
tational exploration. The authors highlight how the definitional practices 
of Mukhopadhyay and other individuals with autism transcend the deno-
tational conventions by incorporating into word definition the contex-
tual connections that a definition normatively effaces. Put another way, 
autistic denotational practices unveil language’s inherent relation to 
context, which entails polysemy and can never be entirely bracketed off 
or limited to the pretense of literal meaning. Autistic accounts of mean-
ing-making thus reveal, as Freire Costa and Grinker suggest, engagement 
with the potential of language to expand experience, to deepen our con-
nection with the world of others and cultural artifacts.

A most insightful reflection on autistic engagement with the world is 
articulated by Fein, in Chapter 6. Fein unearths forms of engagement with 
the world, which are deeply sensorial and symbiotic, for which autistic indi-
viduals display a penchant. By way of thought-provoking inversion, Fein 
invites us to think of what conventionally is interpreted as autistic deficits—
for example, impairment in self-other differentiation, difficulty in abstract-
ing from the particular to the whole—in terms of more acute permeability 
to the surrounding. It is thus ironic, Fein points out, that “a condition of 
intimate co-existence with the outside world” ended up being labeled “by a 
word that means self-contained isolation” (this volume, p. 132).
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Engagement with language, in autistic experience, is also profoundly 
sensorial. Autistic engagement with language is often experientially 
attuned to sound and form, in excess of semantic content, thereby 
revealing of dimensions of significance that tend to be overlooked in 
autism research. Non-referential signification refers to and affirms the 
possibility of linguistic expressions to be meaningful without denoting. 
Conjuring up realities through referential operations is undoubtedly a 
chief semiotic capacity of language. There is also semiotic potential, how-
ever, in the musicality of phrases and their articulatory texture—as they 
are experienced in ear and in mouth. Autistic modes of engagement with 
language subvert the referential hegemony to uncover additional dimen-
sions of significance and experience of language (see also Ochs 2012).

The early work of Julia Kristeva provides theoretical grounding to 
this strategy. Kristeva theorizes a fundamental distinction between the 
semiotic and the symbolic. These are two dimensions of meaning: the 
symbolic can be roughly described as encompassing the referential func-
tioning of language—utterances with propositional content, signifiers 
standing for signifieds, language mobilized to predicate upon the world. 
The semiotic dimension, on the other hand, includes the non- referential 
aspect of linguistic signification—notably tone, rhythm, prosody, the 
musicality of language (so to speak). Kristeva refers to the symbolic and 
the semiotic as two distinct logics of signification, the former “based on 
a zero-one sequence (true-false, nothingness-notation)” (Kristeva 1980, 
40), and the latter on the 0–2 interval, which embodies the power of 
the continuum, “a continuity where 0 denotes and 1 is implicitly trans-
gressed” (ibid., 41).

To the semiotic Kristeva associates poetic language. While never dis-
pensing entirely with the symbolic, poetry makes room for the expres-
sion of the semiotic potential of language. The poetic word, Kristeva 
claims, is polyvalent and multi-determined, adhering to a logic exceeding 
that of codified discourse.

Autistic attunement to sound, rhythm, and form, to the articulatory 
makeup of words and phrases, adheres to the semiotic logic of significa-
tion. It is a profoundly embodied form of engagement with the sensu-
ous attributes of linguistic signification. In their own way, Freire Costa 
and Grinker give credit to semiotic signification. Drawing from the 
first-person account of Naoki Higashida, they acknowledge echolalia as a 
meaningful act, motivated by the pleasurable experience of playing with 
sound, in excess of meaning.
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8.2  voice

toward bringing ‘autistic voices’ to the fore of the discourse. (Michael 
Bakan)

There is more to echolalia than the pleasurable engagement with rhythm 
and sound. In my own work on the topic (Sterponi and Shankey 2014), 
I have demonstrated that when we approach echoic utterances with an 
attunement to the phenomenological dimensions of language, we do not 
find automatic or self-stimulatory regurgitations of past strings of words. 
In those echoes, voices can be heard—that is, the animation of subjective 
expressions, one’s own or others’. Therefore, I have suggested to con-
sider echolalia as revoicing. As such, echoes can articulate and negotiate— 
actively and creatively—social, interpersonal, and affective experiences, 
navigating the complexities of perspective-taking and emotional process-
ing (see also Sterponi et al. 2015).

Borrowing from anthropologist Greg Urban (1989), we can thus 
reframe echoes as “de-quotative speech”: indexical cues (e.g., voice qual-
ity, pitch, and volume) allow different voices to be animated while the 
absence of a quote-framing clause affords a maximal projection of the 
speaker into another self. Drawing further from Urban, it can be empha-
sized that insofar as a quoted utterance is an icon of the utterance it pur-
ports to re-present, the speaker is also engaged in “iconic otherness” 
or, put a slightly different way, in “a subjective experience of otherness” 
(Urban 1989, 46). My work has thus invited to reappraise echolalia with 
a sensibility toward the experiential affordances that language yields: 
the repetition of another’s utterances can be thought of as mechanism 
to experience the other, or to access the experience of the other. In this 
sense, echolalia can be interpreted as a form of perspective-taking.

The notion of voice features centrally in Bakan’s essay, which advo-
cates for the autistic voices to be re-presented rather than represented in 
scholarly discourse. In other words, the author argues that too frequently 
the autistic experience is investigated from an outside perspective, made 
object of representation, as if autistic individuals lack the reflective capac-
ity to understand and account for themselves. While both Freire Costa 
and Grinker’s and Bakan’s chapters offer correctives to this misconcep-
tion, Bakan’s paper places this issue further in the foreground. Bakan 
not only petitions to bring autistic voices to the fore, he also enacts this 
move by making space in his pages for the voices of individuals with an 
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autism spectrum condition, by letting them inhabit no less than half of 
the pages of his text, directly, in quotation marks, without the filter of 
rephrasing or editing and with minimal side commentary. The autistic 
voice is re-presented on the page and we hear it with its distinctive tonal-
ity and texture. But voice as semiotic dimension of signification, as sub-
jective expression of being, is present in silence too.

8.3  Silence

What they thought was silence, because they didn’t know how to listen 
(John Cage)

In 1952, in Woodstock, New York, in an open-air theater, with a rus-
tic style that matched with the surrounding natural environment, one 
of the most surprising and influential musical works of the last century 
was premiered. It was 4’ 33” by American composer and music theo-
rist John Cage. The composition was popularized with the name “Silent 
Piece” since it comprises three movements during which a performer— 
or performers—are instructed to produce no intentional sounds for 4 
minutes and 33 seconds.

It was a radical gesture, a paradigm-shifting move that upended the 
traditional structure of music and subverted conventional expectations 
about what music is. The purpose of the silent piece was to make peo-
ple listen, attune their ears to phenomena that would have typically been 
considered nonmusical (Kostelanetz 1988). Cage’s composition opened 
up a space—4 minutes and 33 seconds long—to experience sounds that 
we habitually do not listen to, or might perceive as noise or interference, 
and to experience them with the same ear with which we listen to music.

Each in distinctive ways, Fein’s, Bakan’s, and Freire Costa and 
Grinker’s papers have accomplished a similar move of opening and trans-
formation. They have expanded our capacity to perceive signification and 
meaning; they have discerned significance and value where traditionally 
there was meaninglessness or chaos; and they have engaged the silence. 
So do I, now.
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CHAPTER 9

Expert on Your Own Child, Expert  
on Your Own World—Reinventing  

Autism Expertise(s)

Clarice Rios

9.1  introduction

“Parents are the real experts on their child”, says Maria, a speech ther-
apist at Círculo da Esperança, a parents’ association that has acted as 
a service provider for lower income families and their autistic children 
for over fifteen years. When Inês, who co-founded the association with 
Maria, first heard the word “autism” as a possible diagnosis for her  
seven-year-old son, she was no expert at all. In fact, she did not even 
know what the word meant. On asking the doctor for an explanation, 
she heard that there was no point in trying to explain it to her because 
she would not understand it.

Inês was a high school dropout when she moved to Rio de Janeiro, 
coming from one of the poorest regions in Brazil. The eldest of her two 
children, Ivan, showed signs of autism early on, but it took her years and 
many consultations with all kinds of professionals to find an adequate 
diagnosis. The definitive diagnosis came through a neurologist working 
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in the public hospital where she also met Maria. Maria had been intern-
ing at the hospital, learning about autism by observing the neurologist 
during his consultations, and applying screening tools to help him with 
the diagnostic process. Concerned with the destiny of the many children 
who got a diagnosis through that doctor, but had nowhere to go after 
leaving his office, Maria decided to organize a support group for parents 
of autistic children. In a time when there was very little specialized litera-
ture in Portuguese about autism, Maria would translate English material 
she found on the Internet and bring it to the group for discussion. Inês’ 
persistence and commitment to the group turned into a long-lasting 
friendship and working partnership with Maria. The support group even-
tually turned into a parents’ association that acts as a service provider, 
Círculo da Esperança. The story of this association is both representa-
tive of the larger historical process of establishing a network of expertise 
in autism in Brazil, and unique in the combination of professional and 
experiential knowledge enabled by Ines and Maria’s long-lasting friend-
ship and partnership.

With that in mind, I explore the notion of autism expertise in this 
specific context—a parents’ association founded at a time when there 
was very little literature and professionals specialized in autism in Brazil. 
I argue that what makes them “experts on their own child” is a combi-
nation of credentialed knowledge about autism and situated experien-
tial knowledge about their child and the local worlds they live in. In that 
sense, autism expertise is never simply about autism alone, but instead, 
about autism in context. In addition, more than the simple adaptation of 
therapeutic strategies to local contexts and to the needs of specific autis-
tic individuals, such expertise also involves a specific type of translation 
work—that of turning tacit knowledge about local social worlds into 
explicit knowledge that can be used both to improve the whole family 
life and to teach the autistic child to better navigate these worlds. In the 
following pages, I would like to focus on the different kinds of knowl-
edge and epistemic translation work involved in becoming an expert on 
autism, and propose a model of autism expertise that takes into account 
both local social worlds and a way of being in the world that is described 
in the scientific literature as Autism Spectrum Disorders (ASD).1 In doing 
that I challenge the uncritical adoption of autism therapies developed in 
different social, material and cultural worlds, while acknowledging their 
important role in developing context sensitive forms of expertise.
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9.2  the reSearch

The material presented in this chapter is part of a larger ethnographic 
research project that I conducted as part of a postdoctoral fellowship 
in Collective Health at the Institute for Social Medicine of the State 
University of Rio de Janeiro (UERJ) with the help of two graduate stu-
dents from the Institute, Bárbara Costa Andrada and Clara Feldman. 
While the initial project was to map the biopolitics of autism in Brazil 
overall, the ethnographic work took place in Rio de Janeiro. The methods 
included bibliographic research (including official documents, and Internet 
and printed media related to autism) and participant observation in a num-
ber of autism related public events as well as at several sites that provided 
services for autistic people. By the time we started the project there was a 
heated public debate about autism in Brazil, which led us to choose these 
services based on the perspectives of the different social actors involved in 
the debate. As outlined in two other chapters of this book (Cascio et al., 
Lima et al., this volume) the controversy involved parent activists and men-
tal health professionals from the public system. Among other things, par-
ent activists demanded specialized treatment for their children within the 
public health system, claiming that services were virtually non-existent.

For these parents, the demand for specialized treatment basically 
meant that their children should be treated in places exclusively designed 
for autistic children, where they would have access to evidence-based 
therapies exclusively designed to treat autism. Although these parents 
claimed that autism is a complex condition that requires the interven-
tion of various kinds of professionals (such as behavioral therapists, 
speech therapists, occupational therapists, etc.), the common focus on 
the specificities of autism would amount to so-called “specialized treat-
ment”. Instead, autistic children currently have to share the Centers for 
Psychosocial Attention for Children and Youth (CAPSi)2 with children 
with all kinds of problems—from alcohol and drug addiction and vari-
ous kinds of mental disorders to domestic violence, social vulnerability, 
and homelessness. According to many parents, if their autistic children 
get grouped together with children with widely different problems and 
needs, and treated with non-specific therapeutic approaches, they would 
not acquire the necessary skills to get past their impairments.

I then became intrigued with the meaning of “specialized treatment”. 
First because it implies that a person can be “only” autistic. The special-
ization imperative begs questions such as what to make of other possible 
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comorbidities and, most of all, what to make of other problems not 
directly caused by or related to autism (but which might nonetheless be 
aggravated by it). Putting it simply—how is one to separate autism from 
the rest of the lives of autistic people and of those around them?

On the other hand, it seemed pretty intuitive that if autistics share 
some common traits they might benefit from similar interventions. The 
claim is certainly not that simple and obvious, since it requires a com-
mon agreement on what is “wrong” with autistic people and the best 
approach to deal with it. In spite of Brazilian parent activists’ argument 
that evidence-based therapies equate to the best intervention, such 
proposition is far from obvious and uncontroversial. While a behavio-
ral approach tends to be the favored approach in autism interventions 
nowadays, there are many different therapies that fall under this general 
category. The so-called Applied Behavioral Analysis (ABA) is the most 
famous treatment worldwide and the one most frequently quoted by 
Brazilian parent activists. Yet, what that actually means in terms of ther-
apeutic practice has changed a great deal since it was first developed by 
Ivar Lovaas and his team, and also tends to vary from place to place (see 
Lima et al., this volume).

Given that parents’ associations such as Círculo da Esperança, were 
created by parents to treat their autistic children, it made sense to pursue 
the question of specialization in such settings. I conducted participant 
observation there for a period of two years and talked to parents and 
professionals, both formally (in semi-structured interviews) and infor-
mally. I also participated in various kinds of activities developed by its 
professional and non-professional members: I have joined study groups 
with professionals, sat in on mutual help meetings with parents, and 
spent time with kids and their families in their day-to-day lives, ranging 
from routine activities to family gatherings and celebrations.

9.3  from “SPecialized treatment” to autiSm exPertiSe

Associations such as Círculo da Esperança are a good place to investigate 
the cultivation of autism expertise not just because of the specialized ser-
vices they provide, but also because the “new economy of exchanges” 
(Eyal and Hart 2010, 5) between parents and therapists, made possible 
by these associations, fosters a unique combination of credentialed and 
local experiential knowledge. Autism associations created and run by par-
ents were the first type of specialized service providers in the country. 
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The first of them was founded in 1980s, by a group of parents in São 
Paulo. The founders of the association, known as Associação de Amigos 
do Autista (AMA),3 visited important centers of autism treatment in the 
United States and Europe, importing to Brazil technical expertise in 
well-known models of intervention such as TEACCH and ABA. Over 
the years, AMA São Paulo has become a reference for other parent asso-
ciations, providing a model of organization that was followed by asso-
ciations throughout the country. AMA São Paulo also played a key role 
in promoting these foreign models of intervention through short-term 
courses and workshops to train professionals and parents not only from 
São Paulo but also from all over Brazil. Therefore, parent associations in 
Brazil stand at the intersection of globally circulating expert discourses 
and situated, context-particular knowledge.

When parent activists in Brazil demand “specialized treatment” 
for their children in the public health system they are not only mak-
ing claims about what kinds of services best suit their children, but also 
making claims about who has authoritative knowledge about autism and 
who has not. Not surprisingly, given the history of parents’ associations 
in Brazil, this authoritative knowledge often comes from sources well 
outside of their local worlds. Overall, Brazilian parents tend to attrib-
ute a lot of power to foreign diagnostic tools and interventions, posi-
tioning themselves mostly as consumers of knowledge produced abroad. 
For example, in 2013 the Brazilian Federal government, in partnership 
with AMA São Paulo and other parents’ associations published a book 
called Retratos do Autismo no Brasil (Portraits of Autism in Brazil).  
The book’s main goal was to provide a general account of the special-
ized services for autism throughout Brazil (mostly parents’ associations 
like AMA), describing their history and their current work, that should 
help with the development of public policies for autistic people in 
Brazil. Two chapters of the book were written by a professional expert, 
the therapist Meca Andrade, who played a major role in the history of 
AMA São Paulo. She establishes her authority as an expert right at the 
title of one of the chapters—“Lessons learned - Working with autism in 
the USA: what this experience tells me about working with people with 
autism in Brasil” (Mello et al. 2013, 75). In a footnote, her credentials 
are listed as follows: she “is a psychologist who worked for 15 years 
at the New England Center for Children, in Boston, one of the larg-
est institutions specialized in assisting people with autism in the USA” 
(Mello et al. 2013, 75).



190  c. rioS

Meca Andrade’s status as an expert refers both to the highly socially 
valued international credentials granted by the Boston center, and to her 
ability to (re)act in situations where her ability as a therapist is required. 
Nevertheless, a growing focus on the performative nature of expertise 
has opened up the possibility of recognizing somebody as an expert in 
the absence of socially and institutionally recognized credentials.4 The 
whole idea of parents acting as “cotherapists” of their autistic children 
is premised on this possibility. Eyal and Hart point out that the term 
“expertise” is defined by the Oxford Dictionary as “an authority by rea-
son of special skill, training or knowledge” (quoted in Eyal and Hart 
2010, 5). As such, they note, “it could derive from credentials or from 
experience, from professional status or personal involvement, it could be 
abstract or practical” (2010, 5). These authors also argue that there are 
good reasons to treat expertise as a network property, and not simply as 
a set of attributes that a select group of professional experts have. When 
professionals and lay people in a given network are no longer clearly set 
apart by professional credentials, the whole notion of expertise in a given 
field of knowledge and/or of professional practice changes. In fact, the 
very object of knowledge/practice in that field tends to change as well. 
The history of autism diagnosis is a great example of such shifts.

According to Eyal and Hart (2010), starting in the 1960s in the 
United States, parent activism has been responsible for a rearrange-
ment in parents’ relations to professionals, redefining not only flows of 
information and types of intervention but also the whole concept of rel-
evant expertise in the field of autism. For these authors, autism exper-
tise involved “blurring boundaries between expert and layman”, more 
specifically between professionals and parents, who both engaged in the 
“co-production of common objects of inquiry and treatment” (Eyal and 
Hart 2010, 4. See also Jasanoff 2004).5 In the case of autism, the new 
regime of relations between parents, activists, researchers, and therapists 
led to radical transformations in autism as an object of inquiry and treat-
ment. It is not the case to review here the history of autism diagnosis 
and the institutional matrix that formed around it but, among other 
things, this rearrangement led to the shift from a psychogenic explana-
tion to a neurobiological account of autism (see Eyal et al. 2010; Eyal 
and Hart 2010 for a detailed account).

Rabeharisoa (2003) identified a similar pattern in her research with the 
French Muscular Dystrophy Association (AFM), but she distinguishes 
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various modes of knowledge production based on the models of colla-
boration established between patients and researchers. While the AFM 
 managed to establish what she calls a “partnership model”, where 
patients managed to take a leading role in the knowledge production 
process itself, the “experiential knowledge” (Borkman 1976; Rabeharisoa 
2003) developed by patients does not always guarantee them an active 
role in this process. Patients’ mutual help groups for example, have his-
torically played an auxiliary role in their relationship with researchers 
and professionals, providing “emotional and social support in addition 
to medical treatment” (Rabeharisoa 2003, 2129), without really ques-
tioning medical knowledge and practices. Rabeharisoa (2003, 2127) 
also recognizes different elements affecting such relationships such as the 
“institutional characteristics of each country, the specific features of each 
 pathology, and the history of each organization, along with the individu-
als  comprising it.”

Given the way Círculo da Esperança was structured and the history 
of parents’ associations in Brazil more broadly, it could be argued that 
Círculo da Esperança’s parents also play an auxiliary role in their rela-
tionship with professionals, fitting into what Rabeharisoa described as 
the “auxiliary model” (2003, 2128). In other words, as non- professional 
experts on the credentialed knowledge and therapeutic interventions 
mobilized by professionals at the association, their role (auxiliary) is 
defined by reference to this credentialed knowledge and professional 
techniques. However, since much of the discussion on the topic of 
expertise has focused on how epistemic authority is established and reg-
ulated in these situations, important but less obvious aspects of autism 
expertise are left out of such a classification scheme. For example, a 
good part of what autism experts do (and that includes both parents 
and professional therapists), is to help people with autism develop skills 
and acquire knowledge that are not really specialized.6 Rather than spe-
cialized knowledge, what is at stake in this case are basic knowledge and 
skills that people acquire by virtue of being part of a given society and 
that help them navigate their way through life. Nevertheless, as we shall 
see, these parent experts also mobilize specialized knowledge about the 
typical cognitive styles of people with autism in translating their local 
worlds to their autistic children, and vice versa. For these parents, to spe-
cialize in autism is to develop a certain mode of attention to everyday 
non-specialized social competency.
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9.4  exPertiSe in context: who iS an exPert after all?
I first got to Círculo da Esperança for a welcoming meeting, held every 
last Saturday of each month. It was very early in the morning and a num-
ber of anxious parents were already waiting for a presentation of the 
work done at this parents’ association. Most of them got there through a 
doctor’s referral, and simply wanted to schedule a professional evaluation 
of their child with Maria, the speech therapist. When it was founded, 
Círculo da Esperança was meant to be simply a support group for par-
ents of autistic children, but mostly through the dedication and hard 
work of these two women, it became a well-known service provider for 
lower income families and their autistic children. Aside from the profes-
sional evaluation conducted by Maria, and used to assist medical doctors 
with the diagnostic process, Círculo da Esperança offers regular services 
focused on the development of communication and social skills of autis-
tic children. It is also a place where parents can share their experiences 
with autism and help each other to cope with it.

During the introductory presentation on that Saturday, I was pleased 
to hear Maria talking about ideas that sounded very respectful of autistic 
differences and of parents’ knowledge and experience in a parents’ asso-
ciation situated in an area where many families sometimes know little to 
nothing about autism. According to Maria, the philosophy of Círculo 
da Esperança could be summarized in four principles, which she called 
the Bem Viver com Autismo (Living well with Autism). The principles, as 
listed in one of the slides of her PowerPoint presentation, were:

Four principles of Bem Viver com Autismo (Living well with Autism)

1.   We are all different
autism as an expression of human diversity
neurodiversity

2.  Parents are the experts
3.  Building support networks
4.  Life difficulties are opportunities.

According to Maria, the principles of Bem Viver7 should not only help 
parents make sense of their experience with autism in a positive way, but 
also promote a less pathologized approach to autism and a less hierar-
chical relationship between parents and professionals. Commenting on 
the second principle of Bem Viver, Maria says that parents are experts on 



9 EXPERT ON YOUR OWN CHILD, EXPERT ON YOUR OWN WORLD …  193

their own child because they spend more time with them than a single 
professional will ever do. Professional experts on the other hand, tend 
to have a very narrow approach to their object of expertise. To illustrate 
her point, Maria compares a professional expert to a doctor who special-
izes in fingers and does not know much about the rest of the body. As 
a speech therapist, Maria says she focuses only on language problems, 
but there is obviously a lot more to an autistic child than just language 
problems. Ultimately, only parents should know what is best for their 
child. Although at first sight that seemed a pretty self-evident assertion 
for me, throughout my fieldwork I noticed that, in spite of all the efforts 
of Maria and Inês, getting parents to embrace their own expertise and 
engage with the work developed at Círculo da Esperança was not always 
an easy task in this particular sociocultural context. Parents arrived at 
the association looking for the authority of professional experts, not the 
experience of other parents. They asked questions like “Is my child going 
to be able to speak?” and expected precise answers. Some left their chil-
dren there for a short period of time, until they found a new promise of 
what they expected to be a miraculous cure. Others simply acted as if 
it was up to the professionals to “fix” their children and resisted taking 
responsibility for the whole process.

A little background on parent activism and autism in Brazil is neces-
sary to understand the reasons for this. Historically autism was widely 
ignored as a diagnostic category until the 1980s. The creation of AMA 
São Paulo, set in motion the mobilization of a larger network of parents 
and professional experts on autism. As other associations like this pro-
liferated across the country throughout the 1990s, other parental advo-
cacy groups, more focused on awareness-raising and political lobbying, 
also emerged. Overall, parents’ organizations have been playing a double 
role in the biosocial field of autism in Brazil: while many of them provide 
specialized services, they are also largely responsible for creating the very 
urge to adopt specialized treatments in dealing with autism. As already 
mentioned, the demand for specialized treatments has become a focal 
point for parent activism. Such demand also relates to the structure of 
the Brazilian mental health system and the kinds of services it provides. 
The country’s mental health policy emphasizes deinstitutionalization and 
the creation of outpatient mental health facilities (the CAPS for adults, 
and CAPSi for children and youth). These facilities offer psychosocial 
services for people experiencing “mental suffering”, regardless of their 
specific diagnosis. In other words, one of the defining characteristics of 
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the mental health system in Brazil is that it is not structured around spe-
cific diagnoses or specialized treatments. That not only sharpened the 
antagonism between parent activists and mental health professionals, but 
also contributed to making professional specialization in autism a valua-
ble asset, embodying additional material and emotional value for parents 
of autistic children in Brazil.8 Thus, while an autism diagnosis is said to 
leave room for improvement, especially when it is identified and treated 
early, it also sets in motion a booming therapeutic market for autism.

While Círculo da Esperança is one among the many service provid-
ers that have benefited from this booming market, its history was also 
shaped by the unique conditions in which it was founded. A network 
of expertise on autism in Brazil was still in the process of consolidat-
ing itself, so what constituted relevant knowledge on autism and autism 
interventions, and the means to achieve that, was still a very open ques-
tion. At the risk of simplifying, it is possible to say that the association 
was born out of the encounter between a desperate mother (Inês) and 
a socially engaged and spiritually inspired speech therapist (Maria). 
Maria’s experience assisting the neurologist at the hospital where Inês’ 
son (Ivan) finally got his autism diagnosis was also enhanced by Internet 
searches on the topic. Since she speaks English, she had access to a wide 
range of literature on the subject. The combination of Internet research, 
autism literature in English, her previous expertise as a speech therapist, 
and what she learned from talking to the neurologist or simply seeing a 
wide range of autistic children in the public hospital, turned Maria into 
a professional expert on autism. Today, after more than fifteen years of 
experience applying screening tools and making evaluations at Círculo da 
Esperança, Maria is a well-respected professional in the field of autism in 
Rio de Janeiro. Although she does not have all the academic credentials, 
such as a Ph.D., she has the symbolic capital to gather respect from the 
medical doctors that refer children to Círculo da Esperança.

Inês on the other hand, had not even completed high school when 
she migrated to Rio from a poorer part of the country. As already men-
tioned, her very ability to understand what autism is was questioned by 
one of the doctors she encountered in her search for a diagnosis. Such 
attitude towards patients is not unusual in the public health system in 
Brazil. On the one hand, doctors often underestimate their patients’ 
abilities to understand and deal with their health conditions. On the 
other hand, many lower income patients actually have very limited 
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understanding of medical and psychiatric jargon, and easily hand over the 
responsibility for diagnosis and treatment to professional experts.9

Inês still remembers the moment she got the diagnosis, along with 
an adequate explanation. Her enormous sense of relief for finally learn-
ing what her son had was an inspiration for Maria to carry on her old 
dream—forming a support group where Inês and other desperate par-
ents like her, could share their experience and learn from each other. 
Although Maria insisted from the beginning that these group should 
be organized and run by parents, the group would not have contin-
ued without her participation and professional guidance. After the first 
few meetings, the group was reduced to Maria and Inês. During those 
weekly Saturday meetings, when the two of them sat there by them-
selves, they developed a strong friendship and set the basis for the associ-
ation as it is structured today.

Inês recalls that she learned a great deal about autism with Maria. At 
first, she learned about autism by discussing the Internet material trans-
lated by Maria during those weekly meetings. Throughout the years 
Inês would also come to Maria for expert advice every once in a while, 
in moments where she simply did not know what else to do with her 
son. When I ask Inês how she learned about autism, though, she says she 
never read specialized books or first-person accounts, or watched films 
about autism. For Inês, in these books and films things are too organ-
ized and successful, unlike real life when she often has to improvise and 
deal with very stressful situations. She complains that parents arrive at 
Círculo da Esperança today too anxious with the diagnosis and the future 
of their child. They get overwhelmed with the amount of information 
(now in Portuguese) that they find on the Internet,10 and do not really 
enjoy the network of support and experience that Círculo da Esperança 
has to offer. Inês says for example, that when they come to her asking if 
their two-year-old child will be able to marry and graduate from school, 
she laughs and says that she herself has still not graduated from school. 
For her, by obsessing about the future, these parents are missing valuable 
time with their child, enjoying their childhood years, getting to know 
them for whom they are and teaching them skills and limits, like any par-
ent should do with their child.

Yet, this fascinating and wise woman gets awfully insecure when she 
has to act as a spokesperson for the association. Although she is good in 
talking about her son, calming anxious parents, and dealing with daily 
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administrative and financial problems at the association, she is not flu-
ent in the credentialed knowledge that secures the necessary funds to 
keep the association functioning. So, Maria is in charge of the presenta-
tion at the welcoming meeting, explaining the work done there, its prin-
ciples and, most importantly, the “evidence-based” approach they use. 
Her presentation includes a description of their Living Well philosophy, 
as well as an explanation about the main methodology adopted there, 
the SCERTS Model. This model is basically a research-based educa-
tional approach developed in the US, which addresses common chal-
lenges faced by children with ASD and related disabilities. According to 
Maria, SCERTS summarizes and systematizes everything they already 
did. In other words, according to her, the SCERTS Model did not teach 
them any novel content. Instead, it gave Maria and other professionals 
working at Círculo da Esperança a structured approach and an extensive 
assessment tool to measure the children’s progress. It also gave them a 
way to display credentialed knowledge to parents in search for “special-
ized treatment for autism”.

Were I to focus solely on the services offered by Círculo da Esperança 
and the work performed by Maria, it would be easy to conclude that the 
assessment tools provided by the SCERTS model as well as other forms 
of credentialed knowledge were the most important elements in creat-
ing a network of expertise among parents and professionals in this asso-
ciation. Yet equating expertise to fluency in credentialed knowledge ends 
up challenging the very idea that any parent, or anyone for that matter, 
can be an expert on autism. In this specific setting for example, although 
anyone can, in theory, get trained in various specialized tools and tech-
niques, access to knowledge is limited by other factors such as fluency in 
English or in professional language and jargon, and, ultimately, by the 
very ability to enact autism expertise in socially valued and authenticated 
ways (Carr 2010, 21).

But as I spent more time talking to Inês and other parents who were 
active at Círculo da Esperança, about random aspects of their routines, 
I started noticing that there was more to being “an expert on your own 
child” than I thought at first. There were parents who seemed better 
at being experts in their own child than others, and this was not nec-
essarily related to fluency in credentialed and specialized knowledge 
about autism. These parents did not just hand their children to profes-
sional experts but were also concerned about educating their child to live 
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in their local worlds. They created a number of strategies to deal with 
them based on their immediate socioeconomic realities, family and work 
arrangements, and the daily routines they manage to develop for their 
kids. For sure, being able to articulate general information about autism 
and its main characteristics is also a part of such expertise. Even though 
Inês criticizes parents’ anxious search for information at the expense of 
spending time to get to know their children, she herself did not learn 
about Ivan’s autism simply by spending time with him. Having Maria as 
someone she could consult with at times of doubt and despair, certainly 
helped a lot. As we shall see, she also learned from other professional 
sources. And yet, she is right in saying that things never happen exactly 
as the books and manuals describe.

9.5  exPertS in what? raiSing a(n autiStic) child 
in rio de Janeiro

I started my first interview with Inês by asking her to tell me her story. 
She launched into a detailed narrative of how she ended up in Rio, after 
migrating from one of the poorer states of Brazil. Although her son was 
and still is assisted at Círculo da Esperança a couple of days a week, the 
real breakthrough for Inês and for him came through another institu-
tion, the Ann Sullivan Center, which used a method called Functional 
Natural Curriculum (FNC).11 Inês explains FNC as “the obvious thing 
that you need to do for your child. It’s normal children education.” 
Every two weeks, according to her, she had to attend a “school for 
parents”, where they teach to you teach the child the “obvious”. It is 
beyond the scope of this chapter to get into details about this methodol-
ogy. Instead, it is interesting to examine what she understood to be the 
goal of this “training” and what happened after it.

A story she told me then, and that she had already told me before, 
illustrates her perspective. Ivan is hyperlexic, having learned to read by 
himself at age 2, and because of that is completely obsessed with news-
papers, magazines, flyers, catalogues, etc. There was a newsstand right 
by the bus stop where they got off to go to the Center. In order to the 
get him to the FNC training, Inês agreed to give him rewards—such as 
magazines, old newspapers, or even snacks—every time they passed by 
the newsstand. Each trip to the Center involved negotiations and com-
promises on both parts. For example, once she managed to get him to 
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switch the highly caloric and unhealthy snack he would usually get, for 
a box of his favorite fruit (Ivan was overweight at the time and she was 
concerned about it). Another time, he got the magazine he wanted and 
then wanted to go back home straight away. She reminded him of their 
deal and he agreed to go all the way to the Center. One day though, the 
salesperson at the newsstand changed, and the old man who was now in 
charge did not let Ivan handle the newspapers and magazines as freely as 
he was used to. Even as Ivan had a major meltdown, Inês remained firm 
in setting limits with him. As they walked to the Center, a considerable 
distance from the bus stop, she had to deal both with Ivan pulling her 
hair and cursing her out loud, and with the moral judgment of people 
who were passing by and did not understand what was going on. When 
they finally got to the Center, she was shaking and not feeling well12 but, 
she says, his episode helped her realize she had to be in charge, otherwise 
both of their lives would be controlled by these meltdowns. That is actu-
ally one of the first things Inês and Maria tell parents arriving at Círculo 
da Esperança—“you have to learn how to teach them limits when they 
are kids, because they will grow bigger and you will grow older. So, 
it will only get harder with time.” According to Inês, an autistic child 
needs to learn basic things that any child needs to learn; you just have to 
work harder to teach them.

The kind of negotiations involved in each trip to the Center, that even-
tually failed on that particular day, were also part of the routine of other 
parents I met at Círculo da Esperança. They were not simply about impos-
ing their will as parents or some impossible goal for their kids, but most of 
all, about learning when to respect the child’s limits and when to push the 
child a little further. I then started paying more attention to what exactly 
these parents needed to know to become “experts on their own kids.”

First, I realized that such expertise is not just about the child, or just 
about autism for that matter. It is also about the sociocultural worlds 
they both inhabit. In that sense, it involves engaging with their imme-
diate environment with a special kind of attention. Learning to identify 
obstacles and challenges to be faced in a regular trip to the doctor using 
public transportation, for example, and planning ahead how to deal 
with them. Or making sure people in the surrounding community know 
about the child’s special needs and that they will keep an eye on the child 
in case s/he elopes. Since the community around Círculo da Esperança 
struggles with drug trafficking and police violence, autistic children’s 
elopement can have a really tragic ending.
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The area is also densely populated, especially around the subway sta-
tion and where local commerce is concentrated. Thus, living in that 
area means having to deal with intense sensory stimulation and moving 
through crowded and narrow pathways. A mother of an autistic child of 
Círculo da Esperança, who is also a self-identified “Asperger”, first called 
my attention to that as we walked through this area one day: “This is 
what me and my son have to deal with on a daily basis. It’s so awful! I 
put on earphones and listen to music, to make it more bearable. But I’m 
still teaching my son to tolerate all this.” I later mentioned that story to 
Inês, who said she did something similar with her son and then invited 
me to join her and Ivan in their Saturday outings in that same area. Ivan 
walked a couple of meters ahead of us, and as we followed him she talked 
about how much progress he’d made since they started these outings. In 
the beginning, she had to walk very close to him, sometimes holding his 
arm, so that he would not take magazines away from newsstands or sim-
ply act in ways that would create problems for them and those around 
them. He now follows a well-defined route, going from shop to shop 
to gather free promotional flyers to read later. I was particularly amazed 
when I saw him entering an overcrowded supermarket during its anni-
versary sale, getting the flyer and leaving, apparently undisturbed by the 
loud anxious crowd. Sometimes Ivan flirts with a girl he finds attractive. 
He approaches her, and with his sometimes- incomprehensible voice asks 
her name. Inês then gets between the two of them, smiling at the girl 
with reassurance, and explains he wants to know her name. For me, it 
all looks as a very graceful well-rehearsed ballet routine—she knows just 
when to intervene, and when to keep her distance; how to let him flirt, 
and how to keep the girl from getting scared.

João, father of one of the children at Círculo da Esperança, told me 
that he quitted his regular job to take care of his autistic son, because he 
knew his wife would not be able to put the necessary effort in providing 
the best for him. João managed to enroll his son in every available public 
service for autism in Rio, in addition to Círculo da Esperança. He uses 
public transportation (mostly subway) to take his son to these different 
services and to school. During these subway trips, he takes the opportu-
nity to teach him different lessons: “I do not let him sit in the preferential 
seats for handicapped because I know that judging solely by the looks, 
you often cannot tell someone is autistic. One day when he grows up, he 
might take the subway alone, without me or someone who can tell oth-
ers that he has a disability. So, he’d better not get used to the privilege, 



200  c. rioS

because if he does, then it will be really hard to teach him otherwise. He 
is also learning how to walk in the middle of the crowd without bumping 
into others. He has made tremendous progress, you should see.” In that 
sense, a parent who is an expert on his own child does more than plan-
ning the immediate future; he also strategizes and thinks about the long-
term consequences of what his child is learning now.

Parents like João and Inês engage in practices of radical translations 
(Hart 2014; Eyal et al. 2010; see also Chew 2013), constantly attempt-
ing to make their child’s behavior intelligible to others. Yet, they also 
became experts in conveying knowledge about their sociocultural worlds 
to their autistic child. In the process, they learn about the particu-
lar cognitive styles of their children but try not to lose sight of what it 
means to educate any child in the sociocultural worlds they inhabit. This 
means making very subtle moral distinctions and on-the-spot decisions 
about how to react to certain situations. I noticed for example, that pro-
fessionals at Círculo da Esperança would use a particular expression for 
autistic meltdowns, dar comportamento (which could be literally trans-
lated as “to manifest behavior”), and distinguish that from a regular 
birra (a child tantrum). For them, an autistic child can manifest both 
kinds of behavior, and making such distinction can help parents decide 
when to accommodate to the child’s needs, and when to resist their 
birra, impose some limits and push them a little further when necessary. 
Inês’ story about the trips to the Ann Sullivan’s Center is actually a story 
of how she came to realize she needed to make such distinctions. During 
our Saturday outings, I noticed that this is an ongoing apprenticeship,13 
and that making such distinction does not necessarily make things easier. 
And although I am not entirely convinced that this distinction can always 
be made, the very attempt to make such distinction is a major part of 
what made her an expert in this context.

9.6  a context SenSitive model of autiSm exPertiSe

In arguing that expertise should be taken as a network property, and 
not as a set of attributes that a select group of professional experts have, 
Eyal and Hart (2010, 7) start from the premise that “experts and exper-
tise are not the same thing”. Yet, as already discussed, experts are usu-
ally recognized as such by virtue of a socially recognized network of 
expertise. As such, the concept of expertise does not simply refer to skill 
and knowledge in themselves, but to the social practices that organize 
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a set of skills and knowledge within an “epistemic jurisdiction” (Boyer 
2008, 38). Nevertheless, while such network regulates a specific set of 
skills and knowledge, what makes a parent an expert is not simply knowl-
edge about autism. That does not mean of course, that there is no spe-
cialized knowledge involved in autism expertise. My point is that part 
of what one needs to know to be an expert on autism is highly context 
specific. The object of autism expertise refers both to a certain way of 
being in the world currently described under the rubric of  ASD, and to 
the sociocultural worlds in which people diagnosed with such condition 
and their families live. The ways in which parents model their parenting 
styles and engage with their sociocultural worlds is deeply informed, but 
not totally determined, by what they learn about ASD.14 As I hope to 
have shown with the stories of parents at Círculo da Esperança, much of 
their lives might be permeated by specialized knowledge on autism, but 
at the end of the day they are still parents, not therapists (and autistic 
children are still children, not just autistic). A big part of their parenting 
style might orbit around therapies and specialists, but not all of it. Like 
any other parent, they do their best to educate their children to live in 
the world they were born into.

Distinguishing what is determined by autism and what is part of the 
child’s unique personality and life history is crucial for these parents, 
because this will help them balance between attending to the child’s spe-
cial needs and treating them like any other child growing up in that spe-
cific environment. Such distinction is obviously informed by professional 
descriptions, experience shared by other parents and, more and more 
often these days, by first-person accounts of what autism is and what 
it feels like. But the very fact that these parents—and professionals at 
Círculo da Esperança as well—do not see only autism in the child, para-
doxically makes such a diagnostic category both less stable and pervasive, 
and more well-defined and objectified. Autism signs become more read-
ily recognized by these parents and professionals, but the autistic condi-
tion might or might not be actualized in a given context, making space 
for other interpretations of a given behavior or personality trait.

Another key aspect of the kind of autism expertise I observed in 
parents and professionals at this association, is that a good part of it 
involves turning tacit knowledge (i.e., what they learned intuitively, as 
a result of having been socialized to a given sociocultural world) into 
explicit knowledge that can be taught to the autistic child, or used to 
build short- or long-term strategies for both the child and the family. 
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The stories of Inês and João are good examples of that—they often men-
tally reenact ordinary situations of their local sociocultural worlds, and 
rehearse their possible responses and strategies based on what they tac-
itly know both about these situations and about their children. I also 
observed that professionals at Círculo da Esperança often taught social 
skills to children with Asperger’s Syndrome15 by accessing examples 
from their local moral worlds and making inferences about intentions 
and moods of the people involved in a given situation. Such thera-
peutic approach is obviously not unique to professionals at Círculo da 
Esperança. Many autism therapies are based in the same principle. But 
professionals tend to conceal the sociocultural assumptions and infer-
ences embedded in their how-to handbooks and trainings.16

On the other hand, parents like Inês and João, whose expertise is not 
so deeply shaped by professional knowledge on autism, become experts 
mostly by virtue of learning to make their own tacit knowledge of the 
social world explicit. After all, turning tacit into explicit knowledge is a 
skill that also demands expertise. As Collins points out, while there has 
been a great deal of interest on tacit knowledge as “knowledge that can-
not be made explicit” (Collins 2010, 4; see also Polanyi [1966] 2009), 
the really interesting question is that knowledge can be made explicit 
at all: “There is … nothing strange about things being done but not 
being told–it is normal life. What is strange is that anything can be told” 
(Collins 2010, 7). According to Garro’s process-oriented anthropologi-
cal perspective to cognition, knowledge is not just about what we learn 
but also about how we learn (2007). These parents develop certain “ways 
of knowing” (Garro 2007, 59) the world around them that are highly 
focused on turning tacit into explicit knowledge. Interestingly, in doing 
that, they become deeply attuned to their own child’s “ways of knowing”.

It was not my intention in this chapter to suggest that these parents 
are representative of all Brazilian parents, not even of all the parents 
at Círculo da Esperança. I also do not claim that these parents’ way of 
raising their children is totally unique and singular. I am sure that other 
parents of children with autism around the world develop similar strat-
egies. Instead, my main goal in this chapter was to call attention to a 
model of autism expertise that is not so dependent on credentialed sci-
entific knowledge, although still informed by it. The parents at Círculo 
da Esperança are not exactly “co-producers” of scientific knowledge, 
but many of them develop strategies to raise their autistic children that 
take this knowledge into account as well as their own knowledge about 
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their local realities. As I see it, their approach to autism expertise has the 
advantage of not abiding uncritically to imported credentialed knowl-
edge and of expanding the existential horizons of their children beyond 
a diagnostic category alone. Such approach also helps us understand how 
this association, in spite of all the challenges and lack of resources, man-
aged to be so successful for such a long time. It seems as if Inês finally 
understood what autism is, maybe better than that doctor would ever 
have imagined.

noteS

 1.  For the sake of brevity, I will simply use the term “autism” throughout 
this chapter.

 2.  CAPSis were created as part of the first governmental attempt to provide 
assistance for autistic people and their families in the public health system. 
See Cascio et al. and Lima et al. (this volume), Rios and Costa Andrada 
(2015) for more information on the topic.

 3.  In English, Association of Friends of Autistics.
 4.  Collins and Evans (2007) have frame this in terms of an opposition 

between a “sociology of the acquisition of the expert status” and a sociol-
ogy that treats expertise as something “real and substantive”. The anthro-
pological literature on expertise does not make such a stark distinction 
between these two approaches. Carr (2010) for example, writes a review 
of the anthropology of expertise, highlighting right in the abstract that 
“the anthropology of expertise focuses on what people do rather than 
what people possess, even in the many circumstances where the former is 
naturalized as the latter” (my emphasis).

 5.  The growing involvement of lay people in scientific debates and activities 
they are concerned with became the subject of a new wave in Science 
Studies, what Collins and Evans refer to as the Studies of Expertise and 
Experience (2002). These studies also bring to the fore the figure of the 
“lay expert”, as someone whose expertise is experience-based, rather than 
based on credentials and academic certification (Collins and Evans 2002; 
Epstein 1995).

 6.  I do not mean to argue that all therapeutic practices related to autism are 
focused on cognitive and behavioral goals, but here it is important to 
consider the major influence of the normalization principle in therapeu-
tic practices for autism after the process of deinstitutionalization. For an 
excellent review of the history of autism therapies, see Eyal et al. (2010).

 7.  Although these principles were officially named Bem Viver com Autismo, 
people usually referred to it simply as Bem Viver.
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 8.  As far as education is concerned, the country’s educational policies have 
focused on promoting the inclusion of autistic children in regular class-
rooms. That has created major controversies not only between parents 
and schools, but also among parents themselves. Parents of autistic chil-
dren with more severe impairments do not think that inclusion in a regular 
classroom is a viable option for their kids. Others, whose children are not 
so severely impaired, still complain about the lack of special support for 
their children at schools. I will not have the chance to discuss this topic in 
depth in this chapter, but suffice it to say that overall parents and teach-
ers tend to think of autism mostly as a medical and psychiatric problem, 
over which health professionals have more expertise than education pro-
fessionals. One extreme example should illustrate that—I once attended 
a day seminar for teachers of the public school system of a lower income 
municipality of Rio de Janeiro on school inclusion of autistic children. One 
of the presenters, a professional from the field of psychopedagogy and an 
expert on ASD, stressed the importance of the DSM-V by recommend-
ing that every teacher take with them to the classroom a translated copy of 
the ASD diagnostic description as presented in the DSM-V. Fortunately, 
that is not a common practice in Rio de Janeiro. But the assumption that 
you are preparing school teachers to receive autistic children in their reg-
ular school classrooms by handing them copies of the DSM-V shows how 
much power is still attributed to psychiatric knowledge in Brazil.

 9.  These comments are not based on direct observations of doctor’s appoint-
ments, but on participant observation in the welcoming meeting at 
Círculo da Esperança, where an ongoing flux of all kinds of parents share 
their stories after they hear Maria’s presentation. Even though these fam-
ilies do not come from highly literate backgrounds, the level of health 
literacy among these parents varies immensely.

 10.  Internet searches range from autism symptom checklists to available treat-
ments and personal testimonies (the latter usually in blogs written by par-
ents of autistic children and/or social networks). Stories of children who 
managed to “get out of the spectrum” are especially popular among these 
parents, and create high expectations towards the work developed by pro-
fessionals at Círculo da Esperança.

 11.  This methodology was created by the Ann Sullivan Center in Peru. The 
Functional Natural Curriculum follows the general guidelines of Applied 
Behavioral Analysis (ABA), and focuses on teaching abilities that are useful 
for the student in the present and near future (functional), in real life situa-
tions or in very similar circumstances to their normal occurrence (natural).

 12.  According to Inês, her blood pressure went up with all the stress. 
Recently, she reported having problems keeping her blood pressure under 
control, and commented this is probably related to all the stress she faced 
raising her son.
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 13.  At Círculo da Esperança, the moments when parents and/or professionals 
have the chance to share with each other stories and anecdotes of their 
daily lives living/working with an autistic child, are especially impor-
tant to the development of the ability to make such distinctions. In the 
routine of the association these moments of sharing can happen during 
formal activities such as the group therapy offered to parents, or more 
informal conversations taking place before or after other activities.

 14.  The argument for a context sensitive model of expertise is also an attempt 
to move beyond the dichotomy that underlies the debate on the relation-
ship between evidence-based practices and cultural competence in mental 
health services. As we shall see, a context sensitive model of autism exper-
tise is not about turning evidence-based practices into culturally appropri-
ate services, but most of all, about inquiring into what is the real object 
of expertise in the case of autism. The cultural competence discourse, on 
the other hand, focuses on offering culturally appropriate services in mul-
ticultural settings. Moreover, patients’ perspectives are treated as “ethno-
cultural beliefs, values, attitudes, and conventions” (Whitley 2007, 1588) 
and not as legitimate forms of knowledge. For more on that subject see 
Gone (2015) and Whitley (2007).

 15.  Professionals at Círculo da Esperança are quite aware of the changes at 
DSM-V, but still use Asperger’s Syndrome as a diagnostic category to 
refer to certain people in the spectrum.

 16.  Ochs et al. critique this tendency within psychological literature on 
autism. According to them, “although autism is characterized as a 
social disorder, social functioning tends to be arbitrarily configured and 
under-conceptualized in clinical diagnostic manuals and in many psycho-
logical studies of the disorder” (Ochs et al. 2004, 154).
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CHAPTER 10

A.S.: Classification, Interpellation

Enrico Valtellina

10.1  introduction

What is autism/Asperger’s Syndrome (AS)? It seems like a silly question, 
given the extraordinary proliferation of public discourse on the condition 
in the present time. It is exactly for this reason that I find it interesting 
to propose this question anew, in the simplest and most preliminary of 
ways. My analysis will start from the most immediate of the responses: 
Autism is a clinical diagnosis. But, in fact, what is a clinical diagnosis? 
At what levels does its performativity perform? What does it say about 
the life of those who receive it? How is AS, in particular, specific among 
other DSM diagnoses? And beyond that, how does the diagnosis enter 
into the lives of the people who receive it or identify with it? In what 
ways is it a call, a particular cultural interpellation, constituting a specific 
collective subjectivity? Things are already getting complicated, but let us 
proceed in an orderly way, as I said, beginning from the historical and 
cultural contextualization of clinical diagnosis.
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10.2  the diagnoSiS

The term “diagnosis” was coined by Thomas Willis in 1681 (Jutel 
2011a, 6). The subsequent constitution of medical knowledge as clinic—
through the fundamental reorganization of the medical gaze, described 
by Foucault in Birth of the Clinic (Foucault 1963)—gradually puts 
focus on the diagnostic moment and the taxonomies within which that 
moment is structured. This text aims as a preliminary task to map the 
diagnostic moment in its constitution and articulation, in order to frame 
AS as one of its specific forms. It puts into place an (unavoidably prelimi-
nary) attempt at analysis, aiming to investigate the epistemological foun-
dations of clinical classification, particularly in mental health. Thereby it 
calls into question the realism with which such classification is treated—
by whom is it requested? by whom is it dispensed?—and articulates the 
nominalism of a genealogical gaze, recounting that to which the diagno-
sis makes reference.

Despite the centrality and historical pervasiveness of medicalization, 
only in recent years have the human sciences focused their attention on 
the diagnostic moment.1 The following argument is based upon the pro-
ductive theorizing of these works.

“Diagnosis” is at the same time both the name of a naming procedure 
and the act of naming itself. A recent book characterizes it as follows:

Diagnosis:

• is a way of experiencing, doing, and thinking that is pervasive in 
western culture.

• is constructed by lay people as well as professional experts.
• is socially situated and culturally sensitive.
• is a process and product of social interaction and social discourse.
• can have a life altering impact on those diagnosed. (Duchan and 

Kovarsky 2005, 11)

Just as there is unmistakable evidence that the medical gaze is a pervasive 
epistemological framework in the present era, so the diagnosis—insofar 
as it is certified only on the order of professional medical discourse—
has made its way into daily discourse.2 To approach the object of our 
research—autism and, in particular, Asperger’s Syndrome—we need 
to turn our gaze to two specific aspects of the diagnosis: the diag-
nosis as classification, or the cataloging of problematic conditions  
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(that continuously growing table of names given to individual clini-
cal entities by medical and psychiatric knowledge), and the diagnosis as 
event, the moment of identifying a person within a definite set of prob-
lems with a name given by medical science.

10.3  the diagnoSiS aS claSSification 
(N) Questions

THOUGHTS/SORTS
What does the forward-slash mean?
What exactly is the question? Whether I think before I sort? Whether  

I sort before I think? How do I sort out my thoughts? What thoughts do  
I have when I want to sort them out?

(Perec 2009, 121)

Diagnosis is a complex cultural construct. It is the form through which 
medical knowledge differentiates its objects, classifies specific pathologies 
into a clinical semiotic, and proceeds to treatment through a process of 
nomination. Georges Perec’s suggestion of Penser/Classer addresses an 
essential aspect: the link between thought and classification, and its inti-
mately problematic nature. Ian Hacking (2001) also talks about classi-
ficatory thought, in his inaugural lecture at the Collège de France. He 
recalls how classification evokes the fundamental opposition between 
realism and nominalism in medieval philosophy, reproduced today in the 
epistemological debate between foundationalist and antifoundationalist 
factions. His argument then takes into account the famous 58th para-
graph of The Gay Science:

58. Only as creators! This has caused me the greatest trouble and still does 
always cause me the greatest trouble: to realize that what things are called is 
unspeakably more important than what they are. The reputation, name, and 
appearance, the worth, the usual measure and weight of a thing—originally 
almost always something mistaken and arbitrary, thrown over things like a 
dress and quite foreign to their nature and even to their skin—has, through 
the belief in it and its growth from generation to generation, slowly grown 
onto and into the thing and has become its very body: what started as appear-
ance in the end nearly always becomes essence and effectively acts as its essence! 
What kind of a fool would believe that it is enough to point to this origin 
and this misty shroud of delusion in order to destroy the world that counts as 
‘real,’ so-called ‘reality’! Only as creators can we destroy!—But let us also not 
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forget that in the long run it is enough to create new names and valuations 
and appearances of truth in order to create new ‘things.’ (Nietzsche 2001, 
69–70)

Hacking analyzes this quote to show how classifications are historically, 
socially, and mentally produced but are at the same time performative. 
You can deconstruct them in a convincing way, but we live in a world 
that relies on them in order to make sense, and the only way to over-
come them is by way of constructing new objects, “by creation.” And 
the creation happens with usage: not in immediate way, but in a strati-
fication of sense that gives birth to new objects, “layer after layer,” until 
the new thing is finally produced. The naming procedure is the starting 
point of a social ontogenetic process.

Objects come into being. We have a technical word in philosophy for the 
study of being: ‘ontology.’ It was traditionally thought of as a timeless dis-
cipline. Nietzsche speaks of the appearance and disappearance of objects, 
not of being in general but of being in particular, being in time. He speaks, 
we might say, of a historical ontology. That is an expression that Michel 
Foucault was using in 1982. Perhaps the most succinct way to state my 
debt, in some of my work, to the ideas and practices of Michel Foucault is 
by mentioning the title of a book that I shall publish next year: Historical 
Ontology. (Hacking 2002b)

Michel Foucault did far more than historical ontology. He helped bring 
things into being. His was a creative ontology as well as a historical one. 
Nur als schaffende! [only as creators!] (Hacking 2002a, 7–8)

The nomination process creates objects through a gradual and cultur-
ally overdetermined process of stratification. That which it constructs 
does not remain the same object in perpetuity, but constantly evolves. 
Hacking discusses this particularity, this constitutive dynamic interaction, 
as peculiar to the objects of the human sciences. The theme of the dis-
tinction between Naturwissenschaften and Geisteswissenschaften (natu-
ral sciences and human sciences), is not resolved through the contrast 
between objective and interpretative methods of inquiry. The human 
sciences:

[…] differ because there is a dynamical interaction between the classifi-
cations developed in the social sciences, and the individuals or behaviour 
classified. When we characterise a type of person or behaviour, it can affect 
some people so classified in a direct way, and may even change them. 
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Hence regularities about individuals of that kind may change. Our knowl-
edge of those individuals must be revised as they change, and our classifi-
cations themselves may have to be modified. I have called that the looping 
effect of human kinds. (Hacking 2002a, 10)

In the human sciences, we are, therefore, dealing with interactive classifi-
cations; diagnostic classifications provide a key example. In the following 
years, Hacking’s courses at the Collège de France elaborated upon the 
propositions of this inaugural lecture, substantiating them through argu-
mentation and examples. For our purposes, we are particularly interested 
in the lectures of 2004–2005 relating to autism, in which the dynamic 
and interactive character of classification in the human sciences is reaf-
firmed. In those lessons, Hacking stresses the importance of the first- 
person accounts of autism, what Donna Williams, one of the most famous 
autistic advocates and authors, calls “autiebiographies,” for understand-
ing the condition from the inside, and how these interpretations have 
changed the public perception of ASD over time, and in some ways the 
medical one too.

Medical diagnosis as taxonomy has also been analyzed from a soci-
ological and social constructivist tradition. A good example is the first 
chapter of Annemarie Jutel’s (2011a) Putting a Name to it: Diagnosis 
in Contemporary Society, dedicated to examining and retracing the 
discourses and history of medical classification. In the last two cen-
turies, with the emergence of the medicalization phenomenon—the 
gradual extension of medical power/knowledge beyond the borders 
of its original precincts and for good reasons not bound to its techni-
cal competence (Conrad 2007; Conrad and Schneider 1985; Szasz 
2007)—medical classifications proliferate. Both medical classifications 
and psychiatric classifications have grown with the gradual differentiation 
of diagnostic categories because of the development of diagnostic tools. 
Psychiatric classifications have passed from the four Pinelian nosographic 
categories of melancholy, mania, dementia, and idiocy (as they were 
called) to the 1092 pages of the Italian edition of the Manuale diag-
nostico e statistico dei disturbi mentali (DSM-V) (American Psychiatric 
Association 2013). Jutel’s text traces the histories of diagnostic rep-
ertoires, from Bertillon and the statistical list of causes of mortality to 
the ICD as its diagnostic development,3 to the vicissitudes of the DSM, 
created from the necessity of psychiatric evaluation in military contexts,4 
and through its stages of evolution (most importantly, the biological turn 
of the third edition, published in 1980).



212  e. valtellina

Shifting to a sociological perspective, let us recall Pierre Bourdieu’s 
(2010, 481) suggestion: classification is the outcome of a classification 
struggle in which the social dialectic of nomination comes into play. 
“What is at stake in the struggles about the meaning of the social word 
is power over the classificatory schemes and systems which are the basis 
of the representations of the groups and therefore of their mobilization 
and demobilization […] a separative power, a distinction, diacrisis, dis-
cretio, drawing discrete unites out of indivisible continuity, difference out 
of the undifferentiated” (ibid., 481–482). Therefore, classification is not 
the practice of neutrally and passively cataloging, but on the contrary is 
a place where a power relation takes form. “Classificatory discretio, like 
law, freezes a certain state of the power relations which it aims to fix for-
ever by enunciating and codifying it” (ibid., 482).

Giving a name to a class of objects/subjects determines the nature of 
the differential relationship to the order within which they are located, 
bringing into being their social existence. Classification triggers dynam-
ics of recognition and subsequent constraints—the exclusion of other 
incompatible determinations.

10.4  aSPergerS Syndrome/aS
The realist attitude toward diagnosis makes sense when we are dealing 
with clinical entities with an etiology, a prognosis, and possibly, a cure. 
We will see that this is not the case of AS/autism. However, it is too 
easy to go from there to endorsing a nominalistic attitude, saying that 
the classification of AS/autism is just flatus vocis—an empty set of words 
with no real referent. This article will take a different stance, positing 
instead that the term “Asperger’s Syndrome,” through all of its fluc-
tuations, points to something concrete: the relational problems that 
the diagnosis certifies. Ian Hacking, in a famous talk (Hacking 2006), 
introduces the notion of “dynamic nominalism” to illustrate his posi-
tion and finds an easy example in his work on what he calls “transient 
mental illnesses,” the multiple personality disorder and the mad travelers. 
He states that it is a lot more difficult to propose a radical nominalistic 
approach in the case of autism. It is true that there were no people with 
multiple personality disorder in 1950, and there were plenty of them in 
the eighties, but it is wrong, Hacking argues, to say that there were no 
autistic people before Kanner and Asperger.
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In this paper, I will make reference to AS and autism as the names 
that the medical gaze gave since 1943 to a particular set of problems 
that happen during face-to-face interactions: what I call relational disa-
bilities. To talk about relational disabilities, it permits us to refer to these 
same problems both outside the medical model and before the historical 
denominations of ASDs. It also permits us (as I did in Valtellina 2016) 
to consider the specificity of autism/AS in relation to the theoretical 
tools elaborated in the field of Disability Studies, and particularly at the 
singular shape that the partition of impairment and disability, central in 
the elaboration of the English Social Model of Disability (whose lead-
ing authors were mainly physically disabled), takes in case of relational 
disabilities.

Let us take a look now at how Asperger’s Syndrome becomes char-
acterized from its outset. In reviewing its history, we find it useful to 
map out its evolution, to “catch in the act” the progressive resignifi-
cation process that Hacking calls the “looping effect” (Hacking 1995, 
351).

As a clinical classification, Asperger’s Syndrome emerged nearly forty 
years after its discovery, with Lorna Wing’s (1981) article “Asperger’s 
Syndrome: A clinical account,” in which she describes the work of 
Hans Asperger,5 and proposes to dismiss Asperger’s term “autistic psy-
chopathy” in favor of adopting the term “Asperger’s Syndrome.” We 
can, therefore, establish 1981 as the birth of Asperger’s Syndrome in 
the world of psychiatric nosography—after a gestation period starting 
in 1943. We can see briefly how Wing and Asperger characterized the 
objects of their dedication. The first piece of evidence is the gender bal-
ance of their populations. Asperger’s autistic children were almost exclu-
sively male. Later, AS changed its gendered character with the gradual 
emergence of aspergirls.6 For now, we note that, in its origins, AS was 
fundamentally characterized as a masculine pathology.

It is fascinating to note that the autistic children we have seen are almost 
exclusively boys. Sometimes girls had contact disturbances which were 
reminiscent of autism, and there were also girls in whom a preceding 
encephalitis had caused the state. […] How can this be explained? There is 
certainly a strong hint at a sex-linked or at least sex-limited mode of inher-
itance. The autistic personality is an extreme variant of male intelligence. 
(Asperger 1944, quoted in Frith 1991)
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Wing synthesized the characteristics of the syndrome, drawing from 
Asperger’s text, following his very same list of key points (Wing 1981). 
Let us take a brief look at those problematic points that define AS. 
Language acquired in the expected times, tends to be pedantic in its use, 
with echolalia and a strange passion for word games; nonverbal commu-
nication is lacking in the domains of ability to express feelings and to 
understand nonverbal communications from other people. Another fun-
damental characteristic, the one that permits me to talk about “relational 
disabilities” with reference to AS, is being “out of phase” with other 
people, manifesting in a seeming inability to manage social customs, 
codes, and implicit norms. All of these things are difficult to handle, 
resulting in inappropriate and awkward behavior, leading to many inter-
pretations that have reduced this complex, problematic orientation to 
formulas such as “lack of empathy”7 or of a “theory of mind.”8 Another 
determining aspect is what Kanner called predilection for “sameness,” 
discomfort with changes and attitude for routines. People with AS usu-
ally lack motor coordination, and tend to show inadequate posture and 
stereotypical movements. A positive trait is the attitude toward develop-
ing special skills and interests, although at times, they turn into obses-
sive dedications, like that of the trainspotter. Certainly the school is the 
first place in which such eccentricities find socially visible expression—
the nonconformity that identifies people as having relational disabilities. 
“They give the impression of fragile vulnerability and a pathetic childish-
ness, which some find infinitely touching and others merely exasperat-
ing” (Wing 1981).

These characteristics, these original coordinates, identify the object of 
our research. However, even from the outset of its assertion, the syn-
drome has changed its face. Lorna Wing finds it necessary to supplement 
Asperger’s interpretation.

Wing notes, in fact, some additional characteristics not identified by 
Asperger, specifically the manifestation in the first years of life of recur-
rent traits: scarce attention to the surrounding world; absence of com-
munication of one’s own wants through gestures and movement; 
absence of laughter, smiling, and other typical expressions in early 
infancy such as showing one’s toys and other objects to parents; absence 
of pretend play, or when present, play that takes rigid and stereotypical 
forms without involving peers.

Beyond these supplementary observations, Wing takes her distance 
from Asperger with respect to two issues. In the first place, Asperger 
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sustains that people with Asperger’s Syndrome develop language before 
learning to walk. He makes reference to an “especially intimate relation-
ship with language” and to “highly sophisticated language skills.” This 
development is usually considered fundamental for a differential diagno-
sis with Kanner’s autism (Van Krevelen 1971), in which motor develop-
ment is normal while language development is delayed or absent. From 
her observations, Wing notes that language development is not always 
early and brilliant, but for the most part, behind an adequate grammar 
and a refined vocabulary for age level, careful investigation reveals that 
“the content of speech is impoverished and much of it is copied inappro-
priately from other people or books” (Wing 1981, 116), sometimes dis-
playing awareness of the meaning of archaic or technical terms, but often 
not showing understanding of commonly used terms.

The second point Wing raises regarding Asperger is that he gave 
attention to the creative capacities and originality of his patients in their 
areas of interest, however restricted. “It would be more true to say that 
their thought processes are confined to a narrow, pedantic, literal, but 
logical, chain of reasoning” (ibid., 118). Even with respect to the claim 
of the sometimes superior intelligence of his children, Wing objects 
that such an affirmation does not rely on any standardized measure of 
IQ. That which is certain is that the rote intelligence of children with 
Asperger leads for the most part to partial or grossly incorrect com-
prehension. “Those with the syndrome are conspicuously lacking in 
common sense” (ibid., 118). Hans Asperger’s emphasis on the posi-
tive characteristics of the condition became tempered by Lorna Wing’s 
attention to the moments of deficit. As soon as it was born, Asperger’s 
Syndrome was no longer the same. Having been brought to light in the 
English-speaking world by Wing, Hans Asperger’s research began to cir-
culate and to spread around the world, catalyzing a growing attention to 
the nascent syndrome. That which could be resolved in a fleeting, ret-
rospective glance—the attention to an unknown predecessor—little by 
little, layer by layer, from its incubation in the 1980s to its canonization 
in the DSM-IV in 1994 (American Psychiatric Association 1980, 1994), 
took the form of a defined object following Hacking’s formula.

A text by Lorna Wing and Judith Gould (Wing and Gould 1979, 
see also Feinstein 2010), based on research conducted in the London 
quarter of Camberwell on 173 children with autism and high levels of 
support needs, introduces a highly successful supplementary interpreta-
tion of autism: the “triad of autism,” now the three principal diagnostic 
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criteria. The three problem areas, the triad of impairments, are (1) qual-
itative impairment in social interaction, (2) qualitative impairment in 
communication, and (3) restricted, repetitive, and stereotypical behav-
iors, interests, and activities.9

The growth of attention to autism and Asperger’s Syndrome is 
reflected in a diagnostic explosion. These conditions were rare in the 
1980s, with a prevalence of 1 in 5000 (numbers vary, higher or lower 
according to the authors, but at the time were assessed at this level). A 
study conducted in Korea in 2011, “Prevalence of Autism Spectrum 
Disorder in a Total Population Sample,”10 found 1 person in 38 on 
the autism spectrum. The increase of diagnoses of severe autism can be 
accounted for via a wide range of factors—among which the subsump-
tion of the previously quite prevalent category of “mental retardation” 
into the autism spectrum (indexical of a fundamental change in the dom-
inant interpretation from a “mental” capacity to a “relational” one11), 
and the greater acceptability to parents of a diagnosis considered less 
stigmatized and full of more hope for change. Overall, the explosion of 
the diagnosis of Asperger’s Syndrome was a complex and culturally fas-
cinating phenomenon. Over time, according to Hacking’s looping effect, 
the form of Asperger’s Syndrome has changed, has gradually meant more 
things, and has evolved to the point of disappearing from the DSM-V 
in May 2013.12 I linger here to identify a characteristic absolutely par-
ticular to Asperger’s Syndrome, that is, that we are speaking of the only 
psychiatric classification in the DSM not only not stigmatized, but full of 
positive connotations (as stated, starting from the pioneering research of 
Asperger himself). Certainly this fact has determined a good part of the 
extraordinary cultural attention to which it has been subjected.

The diagnostic classification, more than just a taxonomy, is also some-
thing that happens in people’s lives. Let us try, therefore, to analyze it as 
an event, something traumatic that happens into the vital flow, reorganiz-
ing it in critical ways.

10.5  diagnoSiS aS event

There is a class of performatives which I call verdictives: for example, when 
we say ‘I find the accused guilty’ or merely ‘guilty’, or when the umpire 
says ‘out’. When we say ‘guilty’, this is happy in a way if we sincerely 
think on the evidence that he did it. But, of course, the whole point of 
the procedure in a way is to be correct; it may even be scarcely a matter of 
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opinion, as above. Thus when the umpire says ‘over’, this terminates the 
over. But again we may have a ‘bad’ verdict: it may either be unjustified 
(jury) or even incorrect (umpire). So here we have a very unhappy situa-
tion. (Austin 1962, 42)

Austin’s theory of speech acts, which brought attention to the per-
formative dimension of language, would situate diagnosis among the 
 verdictives—sentences in which the performativity is displaced across many 
levels, depending on the type of diagnosis, up to the most severe cases 
in which the sentence is death. In each case, it is a judgment (Ur-teil,  
original partition) that creates a before and after, a schism that transforms 
one’s existence that reformulates it with respect to expectations for the 
future.

Regarding the event of inscription in a psychiatric disorder, Asperger’s 
Syndrome also presents absolutely peculiar, sometimes paradoxical, 
aspects. The human kinds who carry the individual characteristics of 
the diagnostic criteria of AS are deeply affected, at the affective, occu-
pational, and social levels, by these particularities. The disinclination 
toward face-to-face social interaction can be extremely debilitating, 
to the point of bringing on a state of severe distress, depression, isola-
tion, social deprivation, and substance addiction. It is, therefore, under-
standable the cathartic effect activated by the discovery of a reason for 
all of those things. Punshon et al. (2009) dedicate their text “The ‘Not 
Guilty Verdict’: Psychological reactions to a diagnosis of a diagnosis of 
Asperger syndrome in adulthood” to this theme. Based on focus groups 
with people diagnosed with AS, the authors identify six specific the-
matic moments: “(1) negative life experiences, (2) experiences of ser-
vices (prediagnosis), (3) beliefs about symptoms of Asperger syndrome,  
(4) identity formation, (5) effects of diagnosis on beliefs, and (6) effect 
of societal views of Asperger syndrome” (ibid., 270–271). After a life-
time of being blamed for these disinclinations, people with relational 
problems find in the diagnosis a justification that absolves them. They 
find themselves to be this way and to not be able to be any other way, so 
they often welcome as an essential element of their personality the diag-
nosis of Asperger’s Syndrome. Since the 1990s, this diagnosis has created 
a space for something like an affirmation of identity. On the social stage, 
the evocative and curious figure of the “Aspie” finally appeared. A highly 
unusual situation: a psychiatric category was reclaimed and rearranged 
with an endearing nickname.13 Given that for the most part, people with 
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AS are able to manage their lives, and in unproblematic contexts (that 
is, familiar and without stressing factors, and in the ecological niche in 
which they structure their existence); in many cases, they do not pres-
ent any particular problems, it happens often that their diagnosis is called 
into question. One odd consequence of this is the search for proof. An 
Aspie activist friend of mine who had helped bring renowned Aspie 
American author of an “auto-bio-patho-graphy,” John Elder Robison, to 
Italy for a conference circuit told me how Robison boasted a good seven 
diagnoses of Asperger’s Syndrome, made by the world’s most esteemed 
experts on autism. Jealously, she added that she herself had only two 
such diagnoses.

In the 1990s, it even became sensible for AS to be at the center of a 
collective reclamation campaign based on the American minority model 
(the civil rights model of collective affirmation of “minority” subjectivi-
ties affirmed in the 1960s and 1970s by African-Americans, women, and 
LGBT groups).

In 1998, Judy Singer coined the term “neurodiversity” (Singer 1998), 
taken up, and disseminated by neurodiversity.org, a website full of infor-
mation on the syndrome. This concept is extremely interesting because 
it brings together two emergent discursive plains (AS and neuro-hype14), 
and identifies a synergistic interaction. Afterward, this identitarian dis-
course manifested its macroscopic limits (starting from the choice of the 
name “neurodiversity”15 that attached it to an extreme biological reduc-
tionism and that, ultimately, means nothing, given that no such thing as 
two structurally identical brains exist), and remained only a generic back-
drop for the affirmation for the imploring of “Aspie” activists. The term 
“neurodiversity” is now being used even by parents who seek biologi-
cal and curative interventions for their children, and the political tone 
of neurodiversity activism has shifted drastically, away from an Asperger-
specific separatist discourse and toward a wider embrace of all forms of 
cognitive development.

In the real lives of people that I have had the chance to meet in the 
last ten years of my dedication to this topic, I have observed a process 
that recurs frequently enough to make note of here: a gradual develop-
ment of the relationship of people on the spectrum with their diagnosis 
of AS, corresponding to that which you can find in the recent anthropo-
logical literature.16 Nancy Bagatell’s (2007) work “Orchestrating Voices: 
Autism, Identity and the Power of Discourse,” is particularly illuminat-
ing; as is the research of Sara Ryan, published in 2013 in an excellent 

https://www.neurodiversity.org
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volume edited by Joyce Davidson and Michael Orsini, with the title 
“Capturing Diagnostic Journeys of Life on the Autistic Spectrum”17:

Why Seek Diagnosis? Although participants had varied backgrounds, 
they all described experiencing difficulties in their lives. Some ostensibly 
led successful lives with families and long-term careers but talked about 
consistently struggling with social interaction, expectations, and social 
norms. Others struggled with education, employment, and relationships 
and had been involved with mental-health services over the years. Several 
participants had been misdiagnosed with conditions including personal-
ity disorder, schizoid personality, and social anxiety. Others had had more 
derogatory labels applied to them. (Ryan 2013, 197)

Bagatell’s ethnographic approach focuses on the process of construction 
of identity, something that is particularly problematic and challenging for 
people living in a situation of disablement. For those manifesting rela-
tional disabilities, that happens in a peculiar, and little analyzed, way. 
Relying on the theory of dialogue elaborated by Michail Bakhtin as an 
interpretative framework, her ethnographic research shows, through 
a protracted interaction with a young autistic, how difficult and labori-
ous it is to cope with the conflicting discourses that surrounds diagno-
sis, and to find a personal narrative, through the polyphony of different 
voices, in a singular and effective way. The approximate path is this: more 
or less macroscopic evidence of constraints on their existence linked to 
problems of interaction, to sensory particularities, to interests, to ways of 
relating to the world, therefore, lead to diagnosis or self-diagnosis.

At the conference, Ben attended a session on Asperger’s syndrome and 
came away with a new way of understanding himself. Hearing a doctor talk 
about the neurological aspects of autism helped Ben to construct a new 
life narrative, to reframe his experiences and behaviors. Ben became aware 
that his actions, given his neurological make-up, were ‘a normal part of my 
experience’ instead of shameful or deviant. (Bagatell 2007, 419)

Bagatell describes the turning point that brought forth a determina-
tion to know as much as possible (for many, researching AS took the 
form of a symptom: an obsessive, exclusive, and restricted interest), to 
meet other people recognized as having the very same condition, and  
to follow—on the stockpile of awareness cultivated by precisely their lim-
its and resources—a reorganization of their very existence, through an 
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orchestration (taking up the sense of the title of Nancy Bagatell’s article) 
of often dissonant discourses that constitute the cultural object of AS/
autism:

Ben began to realize that while he could be himself and not have to mon-
itor his actions in the Aspie world, being in this world was not enough. 
What Ben was realizing is that while autism was one identity, he needed to 
construct multiple identities through experiences in multiple communities 
or figured worlds. (Bagatell 2007, 423)

The diagnosis, therefore, sought as an event, resignifies one’s life: on 
the one hand, it brings an awareness, on the other, a self-absolution. 
Awareness that the difficulties that one meets in the life of relationships 
are similar to those experienced by many other people, awareness of the 
futility of blaming oneself, and that despite everything, there exists the 
possibility to valorize oneself and one’s own abilities, to create an ecolog-
ical niche in which to construct a horizon of sense conforming to one’s 
own specifications—a self absolution in the case in which there comes an 
opportunity to withdraw, avoiding any potentially anxiety-provoking or 
frustrating interaction, even when doing so precludes the possibility of 
satisfaction and a full and fulfilling life.

To conclude this brief argument, I will now focus on a specific 
moment of the diagnosis as an event, that is, the self-recognition on the 
horizon of relational problems, through a discussion of the Althusserian 
key concept of interpellation.

10.6  “hey, you there!” ideology interPellateS 
individualS aS SubJectS

Diagnosis is a process of inscription, of recognition. Someone who is diag-
nosed places himself on the horizons of meaning constituted by the specif-
icities of the endorsed situation. For the most part, diagnoses are made by 
medical professionals certified to provide them. Indeed, the phenomenon 
of self-recognition seems far more pronounced in the case of AS and High 
Functioning Autism (HFA), that is, relational disabilities without cogni-
tive impairment, than is the case with other diagnoses. Given a spectrum 
of problems that dishearten one’s life, many people welcome the inscrip-
tion of HFA/AS, as previously stated, as an integral part of their very 
person. They are interpellated by medical codification. If in turn, I am 
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compulsively engrossed in the topic of relational disabilities, it is because 
15 years ago I noted in myself several crucial characteristics identified by 
Asperger and Wing, and I had accepted it on the order of subjectivation, 
as something that was part of my self. Many people who work on autism—
such as Ian Hacking—link their dedication to the topic to similar forms 
of partial self-recognition. The theme of interpellation,18 of a call and 
response, explicit or implicit, is at the center of the dynamic constituting 
the subject and his relationship to ideology discussed by Louis Althusser, 
as we will see in the following argumentation.

As a first formulation, I would suggest: all ideology hails or interpellates 
concrete individuals as concrete subjects, through the functioning of the 
category of the subject. This proposition implies that we should distin-
guish, for the moment, between concrete individuals on the one hand and 
concrete subjects on the other, although, at this level, there is no concrete 
subject that does not have a concrete individual as its support. We shall 
go on to suggest that ideology ‘acts’ or ‘functions’ in such a way as to 
‘recruit’ subjects among individuals (it recruits them all) or ‘transforms’ 
individuals into subjects (it transforms them all) through the very precise 
operation that we call interpellation or hailing. It can be imagined along 
the lines of the most commonplace, everyday hailing, by (or not by) the 
police: ‘Hey, you there!’

If, to offer readers the most concrete sort of concreteness, we sup-
pose that the theoretical scene we are imagining happens in the street, the 
hailed individual turns around. With this simple 180-degree physical con-
version, he becomes a subject. Why? Because he has recognized that the 
hail ‘really’ was addressed to him and that ‘it really was he who was hailed’ 
(not someone else). (Althusser 2014, 190–191)

In substance, we concrete individuals, biological unities, are constituted 
as concrete subjects by the interpellations toward which we dispose our-
selves or that dispose us. Althusser maintains that for the most part, the 
“call” is implicit, and often the “response” precedes the question (as in 
our case, in which the recognition of one’s own relational problems in 
the cases of HFA/AS precedes the medical diagnosis, sometimes sought 
afterward). More, we are subjects before we are born, we already have a 
nationality, a religion, a given name, an expected social status.

To clarify further the dynamic relationship between ideology and 
subjectivity, Althusser takes the example of religious ideology, in which 
a symmetrical form of double recognition exists between God and the 
faithful, between the granting Subject and the subjected individuals.
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Thus the duplicate mirror-structure of ideology simultaneously ensures: 
1) the interpellation of individuals as subjects; 2) the mutual recognition 
between subjects and Subject and among the subjects themselves, as well 
as the recognition of the subject by himself; and 3) the absolute guarantee 
that everything really is so: God really is God, Peter really is Peter, and, if 
the subjection of the subjects to the Subject is well respected, everything 
will go well for the subjects: they will ‘receive their reward.’ (Althusser 
2014, 197)

In this case, the Subject that guarantees is God, but the same atempo-
ral dynamic (in this sense Althusser states that ideology19 has no history) 
produces subjectivity with reference to other Subjects, as the Nation with 
reference to nationalism. Bringing the homology to our theme, the even-
tual cathartic effect of the diagnosis of AS, as stated, proceeds from this 
“call”, which is substantiated in the self-recognition into an order of cat-
egorized difference, that effectively is based on an a priori faith in the 
principle of justification, in the Subject, the practice of sorting that lies at 
the core of current medical-psychiatric knowledge.

We must bear in mind that Althusser’s arguing happens in a text 
dealing with the Marxian theme of the reproduction of the relations 
of production, so the suggestion of the homology of the dynamic of 
interpellation needs to be further clarified. One important point that 
Althusser neglects but has been raised by many critics20 of his work 
is the question of subjective agency. In a brief remark, he affirms that 
a “bad subject” can ignore the call, but that acting this way opens 
to consequences from the Repressive State Apparatus, that, differ-
ently from the Ideological State Apparatuses, “functions by violence” 
(Althusser 2006, 92). Without getting into a deep examination of the 
question, it is obvious that, while there is a spectrum of possible con-
sequences to you if you do not pick up your diagnosis of AS, those 
consequences do not generally include direct violence from a repres-
sive state. Stuart Hall gets the point at the ending of his “Signification, 
Representation, Ideology: Althusser and the post-structuralist debates” 
affirming:

Contrary to the emphasis of Althusser’s argument, ideology does not 
therefore only have the function of “reproducing the social relations of 
production.” Ideology also sets limits to the degree to which a society- 
in-dominance can easily, smoothly and functionally reproduce itself. The 
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notion that the ideologies are always-already inscribed, does not allow us 
to think adequately about the shifts of accentuation in language and ide-
ology, which is a constant, unending process—what Vološinov [Bakhtin] 
called the “multiaccentuality of the ideological sign” or the “class struggle 
in language.” (Hall 1985, 113)21

The work of Louis Althusser was taken up again in critical terms by 
Judith Butler (Butler 1997; Macherey and Bundy 2013). Her analysis 
proceeds from the text according to the method of symptomatic reading 
elaborated by the same Althusser, highlighting in it a dimension of reli-
gious introjection of guilt, and elaborating upon the problematic nodes 
of identitarian interpellations:

Consider the force of this dynamic of interpellation and misrecognition 
when the name is not a proper name but a social category, and hence a 
signifier capable of being interpreted in a number of divergent and con-
flictual ways. To be hailed as a “woman” or “Jew” or “queer” or “Black” 
or “Chicana” may be heard or interpreted as an affirmation or an insult, 
depending on the context in which the hailing occurs (where context is 
the effective historicity and spatiality of the sign). If that name is called, 
there is more often than not some hesitation about whether or how 
to respond, for what is at stake is whether the temporary totalization 
 performed by the name is politically enabling or paralyzing, whether the 
foreclosure, indeed the violence, of the totalizing reduction of identity 
performed by that particular hailing is politically strategic or regres-
sive or, if paralyzing and regressive, also enabling in some way. (Butler 
1997, 96)

Over time, my relationship with interpellation changed. Years ago, 
when I recognized autistic traits in myself that corresponded with 
Asperger’s Syndrome, I had given maximum credit to the diagnosis. 
I read and wrote on the topic. With time and with study, the subject 
of AS revealed itself to me in its substance as a cultural assortment of 
human kinds that are divergent—legitimately divergent—and that find 
themselves atoning in infinitely different ways for the extremely scarce 
social tolerance for involuntary transgressions of implicit codes of face-
to-face interaction. I progressively unsubjected myself. Now if they call 
me, I do not turn, and this seems to me the most delicious of the autis-
tic responses.
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noteS

 1.  Ballerini (2007), Jutel (2010, 2011a, b), McGann and Hutson (2011), 
Brown (1990, 1995), Felson Duchan and Kovarsky (2005), Maj et al. 
(2002), Colucci (2013).

 2.  A good reference for the cultural implications of diagnosis remains the 
works of Susan Sontag (1988, 1989).

 3.  For the history of the ICD, the International Classification of Diseases of 
the World Health Organizations, see their website at http://www.who.
int/classifications/icd/en/HistoryOfICD.pdf.

 4.  An interesting article by Roy Richard Grinker, an author we will discuss 
further below, reviews the origins of the APA’s diagnostic manual and 
its origins as an instrument for psychiatric evolution in military contexts 
(Grinker 2010).

 5.  The original article by Hans Asperger was re-published by Uta Frith as 
“‘Autistic psychopathy’ in childhood” (1991, 37–92).

 6.  Regarding the reconfiguration of the gender of Asperger’s Syndrome, see 
the book by Rudy Simone (2010): Aspergirls: Empowering Females with 
Asperger Syndrome.

 7.  Regarding autism as a “lack of empathy,” a recurrent theme even if 
not identified by the founding fathers, refer to Baron-Cohen and 
Wheelwright (2004): “Thinking about autism spectrum conditions as 
empathy disorders may be a useful framework and may teach us some-
thing about the neuro-developmental and genetic basis of empathy”. 
Such a deficit theory of autism has been brilliantly debunked, through 
a heated debate with the problematic notion of “empathy,” by Patrick 
McDonagh (2013).

 8.  The theme of lack of theory of mind in autism is the primary interpreta-
tion in the cognitivist school, and is its definitive tool: the test of Sally 
and Anne. Once again see Baron-Cohen (1995), who lists lack of “theory 
of mind,” or the ability to determine what happens in the minds of oth-
ers, ‘mindblindness.’

 9.  From the interview with Lorna Wing in Feinstein (2010): “They were the 
three aspects. We referred to imagination as a separate deficit. The Triad 
of Impairments we introduced was social, communication, and imagina-
tion. People misquote the triad as social communication and rigidity. We 
weren’t saying anything new in that sense. But we were saying that you 
could have manifestations in different ways” (Feinstein 2010, 152).

 10.  Kim et al. (2011). Among the authors is Roy Richard Grinker, anthropolo-
gist and father of a young woman with ASD, who furthermore definitively 
deconstructs the language of an supposed “epidemic” of autism—promoted 
primarily by parents’ associations—in his important cross-cultural and 
anthropological analysis of autism, Unstrange Minds (Grinker 2007).

http://www.who.int/classifications/icd/en/HistoryOfICD.pdf
http://www.who.int/classifications/icd/en/HistoryOfICD.pdf
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 11.  Again, Roy Richard Grinker examines this process in depth in his 
Unstrange Minds (2007).

 12.  At the time of the removal of the specific category of Asperger’s 
Syndrome from the DSM and its subsumption into the autism spectrum, 
I was asking myself what would become of the cultural construct that the 
diagnostic voice had generated. For now, people continue to talk about 
Asperger’s, so it seems that it has survived as a cultural object despite its 
defenestration from the DSM.

 13.  Michele Capararo rightly notes, in an inaugural address, how improbable 
it would be to do something similar for each other psychiatric diagno-
sis. As someone with Asperger’s Syndrome reclaims “Aspie,” it is harder 
to imagine that someone with depression be identified as a “depre” or 
someone with bipolar disorder as “bipo”. This fact is a direct conse-
quence of the aforementioned “positive connotations” of AS’s diagnosis 
(Capararo, unpublished personal communication).

 14.  Ortega (2009, 2011, 2014), Ortega and Vidal (2011), Ortega and 
Chodhury (2011). A recent book co-authored by one of the most 
famous testimonial writers on the Syndrome, Temple Grandin, remarks 
even from its title—The Autistic Brain—on the explanatory central-
ity reserved to the brain for these problems (Grandin and Panek 2013). 
Harvey Blume, journalist and co-creator of the term neurodiversity speaks 
of different wiring in the autistic brain (Blume 1997).

 15.  See moreover Jurecic (2007).
 16.  See in particular the special issue of Ethos edited by Olga Solomon and 

Nancy Bagatell (Solomon and Bagatell, eds. 2010), Bagatell (2007), and 
the work of Elinor Ochs. Elizabeth Fein’s (2012) doctoral dissertation on 
the theme is also extraordinarily interesting.

 17.  While Nancy Bagatell’s text retraces an individual history as it unwinds over 
several months after the diagnosis, Ryan’s research results from interviews 
with several people diagnosed or self-diagnosed on the autism spectrum.

 18.  The philosophical work on the notion of interpellation undertaken by the 
authors of the school of Ljubljana is very interesting. See Mladen Dolar 
(1993).

 19.  Althusser’s notion of “ideology” differs slightly from the usual Marxist 
one that sees it as “false consciousness,” for him “Ideology represents 
individuals’ imaginary relation to their real conditions of existence” 
(Althusser 2014, 226).

 20.  Althusser’s “Ideology and the Ideological State Apparatuses (Notes Towards 
an Investigation)” (Althusser 2006) and For Marx (Althusser 1969) had a 
strong impact and gave rise to a wide theoretical debate since their appear-
ance, particularly in the British Marxism of the seventies. Some fundamen-
tal references are Pêcheux (1982), Hall (1985, 1986), Laclau and Mouffe 
(2001), Therborn (1999), Žižek (2009), and Guilfoyle (2009).
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 21.  This reference to Vološinov/Bakhtin is an important link to the  
aforementioned work on AS by Bagatell (2007): in some way interpel-
lation, in this manifold view, ends up being something very similar to 
“orchestrating voices.”
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CHAPTER 11

Who Owns Autism? Economics, Fetishism, 
and Stakeholders

Roy Richard Grinker

11.1  introduction

What does it mean to talk about the economics of autism? The answer 
depends on one’s definition of “economics.” The economic literature 
on autism—and, for that matter, most health issues—not surprisingly 
focuses on medical costs (see, for example, Amendah et al. 2011) rather 
than the dynamic construction of value (whether monetized or not). In 
their review essay of the economic literature on autism, Amendah et al. 
found a small number of publications on nonmedical expenditures in any 
country. Much of the literature concerns estimates of loss of productiv-
ity of caregivers, costs of behavioral therapies, supported employment, 
and residential care in the context of the increase in autism prevalence 
throughout the world. The data gathered for these publications come 
from clinical, insurance (e.g., Medicaid claims), and educational records. 
Authors tend to provide estimates of lifetime costs per person with a 
developmental disability, or estimates of prevalence and cost of comor-
bid disabilities, such as calculating how much the treatment of cognitive 
disabilities associated with Fetal Alcohol Syndrome costs as a proportion 
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of the treatment of the total population of children with cognitive dis-
abilities (Abel and Sokol 1983). Little has been written on how autism 
became such a valuable diagnosis.

There are several rather obvious absences in the literature on the eco-
nomics of autism. First, missing from these assessments and estimates 
is an explicit concern with how these costs are related to the question 
of how the concept of autism has changed and gained traction in recent 
years. There is an implicit assumption that most of these costs are new 
because there are more people with a diagnosis of autism today than ever 
before, an assumption that begs the underlying question of whether the 
costs are new because the meanings of autism have changed so radically 
in recent years, leading to increased diagnosis, or if the costs are new 
because there is actually an increase in prevalence. Second, there is lit-
tle information on the economics of the production of expertise related 
to the rise of autism as a diagnosis, and the rise of child development 
specializations more generally (i.e., special education training, child psy-
chology and psychiatry fellowships, speech and language therapy). These 
areas of inquiry are important if we believe that the economics of autism 
goes beyond dollars and their flows to the analysis of how financial inter-
ests help constitute not only costs but also forms of knowledge.

To anticipate the sorts of ideas I will discuss below, I want to empha-
size the power with which we have imbued this concept of autism. 
Autism, in many memoirs authored by autistic people and their rela-
tives, completely defines a person, or even possesses a person (like a 
demon), so it can shape personhood and social identity. It is codified so 
it becomes standardized in our vocabulary about human behavior. It is 
the foundation of a wide range of institutions and can even constitute 
a kind of “culture” (as for some self-advocates, as a way of life medi-
ated through distinctive skills, challenges, etc.). Once established, autism 
feeds an industry of therapists; complementary and alternative medicines; 
pharmaceuticals; special educators; group homes, and other facilities that 
are established and maintained by government or nonprofit organiza-
tions. This industry is necessitated by, requires, and produces new laws, 
high-cost diagnostic and screening tools, new forms of evidence and 
analysis, and even new forms of aesthetics. These new phenomena are 
supported by sources of capital. These include philanthropists, advocacy 
organizations, schools, governments, research foundations, research-
ers in need of funding. In other words, autism may be imagined as a 
singular phenomenon, but it does not exist in isolation from a web of 
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relationships, almost all of which have easily identifiable economic causes 
and consequences.

11.2  Prevalence and the growth of exPertiSe

In a recent paper, Polyak et al. (2015) found no statistically signifi-
cant change in “the overall proportion of children in special education 
ascertained under the IDEA [Individuals with Disabilities Education 
Act].” This act, passed by the U.S. government in 1990, is a permuta-
tion of an earlier act, the Education for All Handicapped Children Act 
of 1975, which recognized the right of all children with disabilities to 
have a free and appropriate education, as well as due process before the 
law. Between 1990 and 2016, both the number and percentage of stu-
dents served under IDEA have varied, between 11 and 14%. However, 
both the number and percentage declined from 2004–2005 through 
2011–2012 (National Center for Education Statistics 2016). Indeed, the 
proportion of students served under the IDEA was lower in 2009–2010 
(13.1%), 2010–2011 (13.0%), and 2011–2012 (12.9%) than in any pre-
vious year up until 2000 (13.3%). Yet between 2000–2001 and 2010–
2011, the classification of autism as a proportion of students in special 
education under the IDEA increased by 331%. Much of the increase 
is attributable to the steady decline in the United States of Intellectual 
Disability and Specific Learning Disability as classifications (though SLD 
remains, by far, the most common IDEA diagnosis), as well as the rise 
of autism, traumatic brain injury (TBI), and Other Health Impaired 
(OHI) as desirable categories in the U.S. What makes these categories 
desirable is partly what they are not. A parent of a child with TBI or 
autism does not want to suffer what many believe is the indignity of a 
label of intellectual disability. The parent of a child with a rare, complex 
genetic disorder prefers “autism” because, through that parsimonious 
category, the child joins an ever-widening group of peers and their fam-
ilies, and perhaps fits more neatly in pre-established or new programs. 
As has been well documented in the U.S. state of Minnesota, adminis-
trative prevalence rates rise substantially over time within single-age 
groups, with students receiving first-time autism classifications, even in 
late adolescence, when by definition autism would have already been 
present (Gurney et al. 2003). It is not that people with absent, delayed, 
or otherwise impaired language, with challenges in social communica-
tion, and with repetitive and stereotyped behaviors did not exist before.  
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But only a narrow group of people warranted the autism diagnosis, given 
how autism was defined. The phenomena that constitute what we call 
autism today may be universal, but autism is not necessarily a valid com-
parative category, either across time or space. Polyak et al.’s study shows 
that the category of autism now comprises a host of conditions of which 
symptoms of autism are comorbid. Despite the fact that the DSM still 
considers autism idiopathic (as did Kanner), in actual practice autism 
has become a main diagnosis for many people whose symptoms have an 
identifiable etiology. Research conducted over the past two decades has 
demonstrated overlap between genetic syndromes and ASD in Down’s, 
Angelman, Cohen, Williams, Fragile X, Rett, Cornelia de Lange, 22q11 
deletion, and Prader Willi syndromes (see Gillberg and Coleman 2000 
for a review of this literature).

The increase in autism diagnosis is reflected in changes in clinical prac-
tices. As of this writing, for example, the American Speech, Language 
and Hearing Association (ASHA) has 182,000 members and affiliates, up 
from 25 members in 1925. Much of the growth is due to an increase in 
longevity, as much of speech language pathology (SLP) is devoted to the 
elderly, but an ASHA report on private practitioners also notes that 59% 
of SLP clinical time of ASHA members was spent with infants and tod-
dlers, preschoolers, and school-age children (ASHA 2012). In 2013, 20% 
of the pediatric caseload of private practitioners was with patients with a 
diagnosis of autism (Brook 2013). Apart from private practice, in school 
settings, more SLPs served students with articulation/phonological dis-
orders (93% of SLPs) and autism spectrum disorders (90% of SLPs) than 
any other disorder. The majority of public school children with autism 
(60%) were identified using both school and nonschool (typically private) 
resources (Yeargin-Allsopp 2003). At the same time, private therapy is 
not universally used since the far more flexible state and federal educa-
tion codes and regulations used by the schools, and not the DSM, drive 
eligibility decisions. In one study in Atlanta, only 3% of children with 
autism were identified using solely nonschool resources (Yeargin-Allsopp 
2003). The larger principle at work here is that where the availability of 
school resources increases, so too will special education classifications. 
Hence, in the U.S. approximately 13% of students in public schools 
receive some sort of special education service, while in a country like 
South Korea, with a robust and internationally respected medical sys-
tem, but a weak special education infrastructure, only 2% of students in 
government schools receive special education services (Kim et al. 2011).  
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An epidemiological study of children with ASD in Venezuela, based 
solely on medical and school records, found a prevalence of only 0.17%. 
In this case, the likely underestimated rate of ASD is due to a combi-
nation of limited governmental resources, lack of awareness among pro-
fessionals, and parents that do not recognize that the behavior of their 
children is different (Montiel-Nava and Peña 2008). Similar results have 
been found in other Latin American countries like Ecuador with a prev-
alence of 0.11% (Dekkers et al. 2015) and Brazil with a prevalence of 
0.27% (Paula et al. 2011). The fact that three different Latin American 
countries with varying levels of economic development have such low 
prevalence rates of ASD compels us to recognize that the need for special 
education, and the delivery of services, can be determined by a multitude 
of factors that have little to do with any scientifically validated disease.

The specialization of child psychiatry also increased rapidly in recent 
decades. By the early 1970s in the U.S., there were only a few hundred 
child psychiatrists; it was a low prestige medical specialty because psychoa-
nalysis was still the dominant paradigm, and largely an area of adult psychi-
atry. Today, there is a serious shortage of child specialists, as documented 
both anecdotally by parents waiting months for appointments, and by the 
U.S. Bureau of Health Professions, which in 2003 projected that, based 
on diagnostic practices, by 2020, the number of child psychiatrists needed 
to address the pediatric population with the same level of service would be 
double the number that existed in 1995 (Kim 2003; Thomas and Holzer 
2006). If 2003 recruitment levels remained constant, there would only be 
a projected supply of 8312 clinicians in 2020, though more than 12,000 
would be needed. The problem was most acute for poor and rural popula-
tions. Alaska, Alabama, Oklahoma, and Wyoming had less than 4 child and 
adolescent psychiatrists per 100,000 youth. For example, in 2001, there 
were 6 child and adolescent psychiatrists in Alaska, and 5 in Wyoming. 
Given the cost of psychiatric care, the highest rates of child specialization 
were in the wealthiest states, and within those states, clinicians were con-
centrated in wealthier areas. The prevalence of autism is significantly higher 
in wealthier states than in poorer ones, as evidenced by the CDC esti-
mates, in which the proportion of children with autism in New Jersey is 
five times that of Alabama. This is likely due to the fact that wealthier states 
are capable of providing more services, and the CDC can only count those 
cases that appear in service records. A more nuanced analysis within any 
state would also find prevalence rates lower in poorer districts, as has been 
shown by Bearman and colleagues in California (King and Bearman 2011).
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Today, universities offer Master’s degrees in autism (Florida State 
University, for example); concentrations within psychology PhD pro-
grams on autism; programs focusing on autism and play therapy, 
and social skills; and Master’s degrees in Applied Behavior Analysis 
(ABA), which training institutions justify in terms of increased prevalence. 
Drexel’s MS program in ABA, for example, notes on its Homepage: 
“Within the past decade, the number of children diagnosed with autism 
or Asperger syndrome has increased drastically, resulting in the need for 
educated behavior science professionals. Drexel University’s accredited 
online Master’s in ABA prepares clinical, behavioral health, and educa-
tional leaders to use analytic theory and tools to care for and educate this 
growing population” (https://online.drexel.edu/online-degrees/educa-
tion-degrees/ms-aba/index.aspx. Accessed October 30, 2017).

Many other factors need to be considered in any analysis of prevalence 
trends. For example, advocacy organizations, such as Autism Speaks 
Foundation and the Autism Society of America, have increased awareness 
of autism dramatically (though there is no way to quantify awareness) 
and likely, therefore, also diagnoses of autism at earlier ages. Autism also 
increases as a primary diagnosis for children who reside in states in which 
fiscal incentives promote a greater number of school diagnoses of autism. 
Cullen (2003), for example, demonstrated a link between fiscal incen-
tives and a 40% growth in student disability rates in Texas. As she notes, 
the 1975 Education for All Handicapped Children Act provided greater 
financial support to schools if they identified and provided services 
to children with disabilities, especially those conditions (such as mild 
learning disabilities) that had been under-identified. And, importantly, 
state and school criteria for autism diagnoses are generally significantly 
broader than DSM criteria. Kwak (2010) describes how in 1996, when 
California began to determine levels of special education funding based 
on total enrollment rather than the enrollment of disabled students, spe-
cial education classifications fell or remained flat. Diagnoses or diagnostic 
adjustments are possible given the great variability in diagnostic prac-
tices across the country, although there were clearly financial limits on 
how many children could be considered disabled: despite the desire to 
diagnose for financial reasons, diagnosis itself, let alone the special edu-
cation services, can be costly. Scholars tracking funding streams for spe-
cial education in a range of different countries often estimate that special 
education of a student incurs double the cost of regular (mainstream) 
education (Sigafoos et al. 2010).

https://online.drexel.edu/online-degrees/education-degrees/ms-aba/index.aspx
https://online.drexel.edu/online-degrees/education-degrees/ms-aba/index.aspx
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Furthermore, the increased attention to evaluate schools on the basis 
of educational testing measures may have promoted greater numbers of 
school-based diagnoses of autism to exclude low-performing students 
from standardized tests, if it was believed that those test results might 
reflect poorly on the school. Another important economic factor contrib-
uting to rising diagnostic rates is the rise of special education litigation, 
and litigation specifically for autism-related services, the costs of which 
have yet to be clearly studied; however, we do know from one study of 
a comprehensive sample of published court decisions that children with 
autism accounted for about one third of published court decisions con-
cerning appropriate education and the least restrictive environment, 
under the Individuals With Disabilities Education Act (Zirkel 2011). 
Zirkel notes that this rate is disproportional to enrollment of students 
with autism in special education programs in the U.S. under the IDEA, 
and that this disproportionality has spanned the period of analysis, from 
1993 to 2006, and occurred across states with both high and low prev-
alence estimates. The reasons for the disproportionality are unclear, but 
it is certainly conceivable that because autism-related services tend to be 
more expensive than those for other disabilities, schools may be more 
likely to withhold services, and parents, thus, more likely to feel the need 
to litigate.

Boyle et al. (2011) suggest that reported prevalence of a developmen-
tal disability increases with poverty. They note that, compared with fami-
lies with private insurance, there was a nearly two-fold higher prevalence 
of developmental disability among children receiving Medicaid. Within 
schools, there has been a consistent rise in special education funding, 
but less in real terms than in proportion, as funding has shifted toward 
special education. Between 1967 and 1991, regular education expendi-
tures dropped nationally from 80% of total education expenditures to 
59%, and the share devoted to special education rose from 4 to 17% 
(Rothstein and Miles 1995). Autism accounts for much of the upward 
trend in relative terms, although high prevalence conditions such as 
Attention Deficit Hyperactive Disorder (ADHD) far exceeded autism in 
terms of increased numbers of cases.

Anne McGuire was one of the early writers to formally publish the 
phrase “autism industrial complex” in reference to this emerging infra-
structure for autism awareness, philanthropy, research, training, and 
treatment. The phrase comes from former U.S. president Dwight 
Eisenhower who, after leaving office in 1961, expressed concern about 
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the “military industrial complex,” by which he meant the symbiotic rela-
tionship between American industry and the U.S. military. The intimate 
relationship between industry (and capitalism in general) and military 
was certainly not new. What was new was the explicit recognition that 
the symbiosis might insulate the military and its corporate partners from 
the normal operations of the competitive market, since that relationship 
is to a great extent shielded by the government, and shielded from the 
actions and interests of the wider American public. While some econo-
mists have attributed the complex to the inevitable effects of technolog-
ical progress, others have hypothesized a more Schumpeterian view of 
“creative destruction” in which new forms of economic power emerge 
only by replacing (i.e., destroying) existing economic power (Adams 
1968, 653). Phrased differently, there was no accretion of new forms but 
an emerging web of interconnected, bounded interests.

The literature on autism similarly suggests that the costs, prevalence 
rates, numbers of programs and experts, etc. reflect a new reality in 
which there is, in fact, an increase in the incidence of autism, and new 
scientific knowledge. But it seems just as likely that there is a mutual 
feedback between autism and society, such that even small increases in 
rates of autism diagnosis (for whatever reason) lead to new realities (such 
as educational programs and clinical services) that validate the increases 
in diagnosis as a true increase in incidence. Why would there be more 
autism programs if there were not more autistic people? Why would 
there be so many more people with expertise in autism if autism was not 
a legitimate object of study? Ian Hacking’s looping mechanism suggests 
something similar: that we interact with our classifications.

Timothy Mitchell (2007, 244) asks, what if we think of economics as 
“a set of instruments of calculation and other technical devices, whose 
strength lies not in their representation of an external reality but in their 
usefulness for organizing sociotechnical practices, such as markets?” 
Similarly, psychiatry is a set of representations that organize difference, 
and forms of suffering, into specific practices, such as the naming, defi-
nition, classification, and treatment of mental illnesses. But the most cru-
cial point is that these organizing devices take on an often-unanticipated 
economic power. Each new revision of the DSM, for example, may be 
motivated less by radical changes in psychiatric knowledge, than by the 
need for the American Psychiatric Association to develop what is widely 
known to be its greatest source of ongoing revenue.
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Commenting on the “autism industrial complex,” Anne McGuire 
(2013) notes that even the body of the autistic person is measurable in 
capitalist terms. She writes of “the untimely body” of the autistic per-
son, whose delays on so-called milestones (relationships between specific 
ages and specific tasks, and pegged to a definition of normality), gener-
ate a multibillion dollar industry of advocacy, pharmaceutical, and service 
interests. She writes:

The Starbucks cup, World Autism Awareness Day and the sheer breadth 
of the ‘autism industrial complex’ all gesture towards the cultural fact 
that, under neoliberal rule, social and/or economic investment in the 
untimely autistic child is not just an investment in the realization of the  
‘future-citizen-worker’ but in the potential for its realization. In one 
unbroken—and clearly very lucrative—move, our market-driven times, at 
once, produce and regulate, create and constrain conducts that are beyond 
the norm. (124)

She notes that politicians and clinicians often lament the high cost of 
autism. But costs did not suddenly arrive full blown. The costs of car-
ing for people with autism could not increase unless it was believed 
that the costs provided benefits—moral and practical goods. The eco-
nomics of autism had to await the high awareness (if not prevalence) of 
autism, which replaced the cases that used to be called something else, 
or nothing at all. And awareness is certainly more lucrative than research 
in terms of producing expenditures and donations. The Autism Speaks 
Foundation has grown rapidly since its founding in 2005 due to philan-
thropy, and thus, it seems rational (in an economic sense) that it would 
focus its efforts on fundraising. In 2009, awareness campaigns comprised 
19% of its annual budget. That figure rose to 31% in 2011 and 64% in 
2013. Research funding and science grants declined as a percentage of 
overall expenditures (see publicly available tax returns).

11.3  fetiShiSm

This constructivist approach often provokes criticism, as if one is deny-
ing the reality of suffering. If I say, for example, that autism is a mid 
to late twentieth century construction that is a historically contingent 
assemblage of specific and observable behaviors, I do not mean that the 
phenomena that we today call autism do not exist. My daughter will have 
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problems with social communication and repetitive behaviors no mat-
ter what diagnosis she has. A constructivist approach does not deny that 
there is an underlying biological condition that can produce suffering. 
Rather it acknowledges first that our models of those conditions are his-
torically contingent and second, that, in the words of the anthropologist 
Paul Brodwin (2013, 59–60), our models typically “race ahead of what 
is actually known, reclassify knowledge through educated guesses and 
grand syntheses,” and justify practices that surround identification and 
treatment.

Because when we speak about autism (or when, as in the foundation 
name, autism speaks), we often think we are—to paraphrase the philoso-
pher Jacques Derrida—talking about that of which we speak, as opposed 
to that out of which we speak. Given that I am an anthropologist, one 
might expect I would talk about how autism is similar or different across 
cultures. But I think the value of an anthropologically informed approach 
to autism is not just its contribution to particularism (in which we 
describe cultural differences) or relativism (in which we appreciate autism 
for its differences from an assumed norm). Rather, I think an important 
contribution anthropology can make at this time is to help unmask the 
cultural foundations of the various representations of autism (especially 
in science and in advocacy), including the “high cost” of autism.

Derrida writes that nothing exists outside of context (1988), and 
Foucault has persuasively argued that we live within epistemes (1994)—
the totality of the discursive practices that gives rise to forms of knowl-
edge, such as medicine, economics, history. In the history of psychiatry, 
in particular, the doctor or expert first emerges not as a person who pos-
sesses knowledge but as a person who could establish order. Foucault, 
in fact, likens early psychiatrists before and up through Freud to magi-
cians, because their authority and also their effectiveness came not from 
science and knowledge but from a moral, humanistic strategy to provide 
care and to do so in a way that was systematic, ordered, and institution-
alized. Why? Because the history of psychiatry did not really proceed on 
the accumulation of knowledge but on the coattails of modernity, we 
now know that the rise of institutions in Europe—schools, prisons, hos-
pitals, etc.—accompanied the rise of capitalism, and along with capitalism 
came a new way of thinking about and ordering the world. New modes 
of production do not just change how we behave. They also change the 
way we think and the way we organize our ideas and classify behaviors. 
In other words, capitalism is a pervasive condition.
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What changed from, say, Pinel (who is credited with the first humane 
care of the mentally ill) to Freud was less about generating new knowl-
edge than about a new system of ordering knowledge, of which psy-
chiatry was just one small part. With the rise of psychiatric disorder, 
constructs, and the various practices surrounding those constructs, 
become organized and coherent—and therefore intelligible as a distinct 
body of knowledge. We need only think about the DSM to understand 
this point. The DSM is a system of classification, presumably based on a 
system of knowledge, but it is also a form of governance or psychiatric 
governmentality (not to mention a commodity). I think it is difficult to 
be in the fields of psychology, psychiatry or social work, and not own the 
DSM because the DSM owns the classification of mental illness.

Our academic disciplines emerge in particular contexts for particu-
lar reasons. And they emerge, as the word discipline suggests, as forms 
of discipline—in the sense that they control, correct, and train human 
beings. They are organized hierarchically and inflict micropenalties on 
us for our transgressions (lateness and absences at schools or jobs; talk-
ing out of turn; not citing the appropriate references or writing outside 
the conventions of scholarship). For many, it is unimaginable to conceive 
of hospitals, schools, prisons, or militaries, organized in any way other 
than to be divided up and ordered into small units with highly formal-
ized, controlled, and orderly operations. Abstract oppositions like right 
and wrong, good and bad, normal and abnormal, rational and irrational, 
derive from this order and are the poles within which we conceive of 
ourselves.

Knowledge becomes a form of power and governance, exercised by 
those who claim to possess it or those who societies endow with the 
authority to possess it. Science becomes a form of political power, then, 
not through coercion or imposition, but “by aligning diverse agents 
through shared vocabularies” (Thornton 2010, 315). The power is not 
out there in the open, obvious to us, because it is enclosed within the 
ideology that simultaneously legitimates and masks it. So any particular 
psychiatric disorder becomes conceived not as a form of governance that 
guides human action but as a medical or scientific problem to be solved 
through medicine or science.

It is important to challenge autism as a singular or exceptional category 
because, otherwise, we risk naturalizing it. The sense we often have that 
autism is something new, special exceptional—a thing in and of itself—
is a product of what philosopher Hannah Arendt (1958) considered the 
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appearance of freedom in the universe. “It is in the nature of beginning,” 
she wrote, “that something new is started which cannot be expected from 
whatever happened before” (177–178). Antecedents fade into the dis-
tance. Autism was childhood schizophrenia; then it was not. It was con-
sidered to be unrelated to seizures and intellectual disability, and then, it 
was related. Autism was a mental illness; then it was a developmental dis-
ability. Asperger’s Disorder existed; then it did not. Autism is a concept 
discussed by DeSanctis in Italy in 1906, Heller in Austria in 1908, Bleuler 
in Switzerland in 1911, Sukhareva in Kiev in 1926, and Freud in Austria 
in 1921 (DeSanctis 1906; Heller 1908; Bleuler 1911; Sukhareva 1926; 
Freud 1921). Yet there is, for all intents and purposes, a belief in a single 
origin—Leo Kanner, the person who prefaces every historical account of 
autism as if autism was born in 1943 (note: Steve Silberman’s, Neurotribes 
(2015), changes this origin story to privilege Hans Asperger, and consider 
Kanner derivative). In situating autism in society and history, my goal is 
to complicate the idea that autism is unique or—another way of saying 
unique—exceptional. Many researchers working in the field of autism treat 
it as an island, to be explained in terms of itself, though the histories of 
many conditions across medicine share themes and patterns.

Consider all the new kinds of people—what Ian Hacking calls 
“Making Up People” (2006)—that exist today that did not, in a classi-
ficatory sense, exist before. PTSD, Multiple Personality Disorder, Fetal 
Alcohol Syndrome. Yet people have always had trauma; there have always 
been people who have had severe dissociation; there have always been 
women who drank large amounts of alcohol during pregnancy. What 
we have not always had is a certain group of experts who created these 
classifications, justified them as valid, integrated them into a range of 
institutions, and then diagnosed them in individuals who came to see 
themselves in terms of the diagnosis—all of which made the classification 
feel legitimate and authentic. This process—what Ian Hacking (2000) 
calls the “looping effect”—can lead to stigma when individuals adopt 
this new category of person. Given how total this looping effect can be, 
it is hard to resist it.

New models are often validated not just in spite of their occasional 
failures but because of them. In the context of autism prevalence, it 
may be useful to look at Mackenzie et al.’s critique of the Fama’s well-
known efficient-market hypothesis (2007, 4). Simply put, the hypothe-
sis states that prices within a market will always reflect the information 
available within the market. The idea behind this proposition is that one 
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can never “beat” the market (because prices already reflect information 
before anyone can buy or sell based on that information). In response to 
the increased popularity of the hypothesis during the 1980s and 1990s, 
economists developed a large number of financial tests that failed to sup-
port it. When tests failed, instead of questioning the hypothesis, econ-
omists developed strategies that would profit from the failures. Index 
funds, in which people invest in the market as a whole, were one result. 
Strategies to profit from failed tests or anomalies then validated the very 
hypothesis of which failures created the strategies in the first place. Some 
economic models take on an almost sacred quality, such that they must 
always be protected. And when a particular perspective does not show 
what we expect from the model, we can simply change the perspective 
until we do show it.

One could make the argument that autism and other kinds of diag-
noses have become such sacred objects, that they have been fetishized 
in the interests of the industrial complex. I do not mean fetish in a sin-
ister or sexual sense, or even in the religious sense, though there are 
some illness categories that have been defended as almost sacred objects. 
Rather, I mean fetish in the sense of something singular, set apart, and 
whose conditions of being do not depend on its similarities with other 
phenomena. It is set apart in a system of classification as something real.

Marx, of course, described the commodity as fetishized. Marx argued 
that money is fetishized as having real and objective value—and even a 
life of its own, as when we talk about the stock market liking or disliking 
an event, or animate it as a bull or bear. We come to believe that it has 
a real and objective existence, with real value, when in fact, a piece of 
paper money has value only because that value has been produced by a 
complex set of social relations of production. Just as the value of money 
is self-evident in an economy based on markets and commodities, so too 
is autism made real by all the activity that takes place around it—from 
the basic sciences to epidemiology, treatment, and intervention. In the 
midst of so much science, it becomes difficult to see that we may have 
taken the medicalized, neuroscientific, and genetic approaches to the 
point at which a disease construct is so profoundly fetishized that we fail 
to see its cultural constitution. There is now simply too much at stake to 
threaten the integrity of autism.

Consider, for example, the stubborn persistence of another fetishized 
psychiatric representation, schizophrenia as a “split mind,” an idea 
defined in large part by the oppositions between dark and light, good  
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and evil in eighteenth and nineteenth century European arts and literature 
(Barrett 1998). Remarkably, more than 140 years after Dostoevsky wrote 
about the “second self ” as the sign of the disintegration of the mind, even 
a cursory examination of advertisements for antipsychotic pharmaceuticals 
in 2015 will yield representations of psychosis as a divided mind. Images 
of young men break into pieces, or the floor cracks beneath their legs. 
These representations, which owe their existence largely to European 
Romanticism, and certainly not to any scientific discoveries, are circu-
lated through an economy in which just one antipsychotic medication, 
Risperdal, earned Johnson and Johnson several billion dollars per year 
(more than $4 billion in 2007, and still, in 2012, after generic competi-
tion emerged, $1.4 billion).

The definition of autism and other conditions in terms of a group of 
deficits or impairments—a deficit model of autism—may be another leg-
acy of the tradition of explaining difference as diversion from a norm and 
motivating the call for costly services. Consider New York University’s 
Child Study Center’s 2007–2008 advertisements for their diagnostic 
and treatment business, called “Ransom Notes” (Kras 2010). The ads, 
posted on bus stop shelters and in other print media, were letters from 
kidnappers. One letter to a parent, and signed “Autism,” read, “We have 
your son. We will make sure he will not be able to care for himself or 
interact socially as long as he lives. This is only the beginning.” This view 
of the autistic person as lost, abducted, kidnapped, is not the result of 
scientific research, but of a particular objectification of the human mind, 
and the idea that the person with autism has been damaged. The autis-
tic person, from this perspective, is deficient and dysfunctional and the 
responsible parent must, in this view, purchase services from the New 
York University. In many memoirs of autism written by parents, diagno-
sis becomes both a proxy for the onset of autism and the sudden dis-
appearance of the child. In her book, The Accidental Teacher, Annie 
Lehman calls autism “a greedy disability,” because it takes so much 
away (2009). And each article on the costs of autism details its drain on 
society, from families to the economy as a whole. Paradoxically, autism 
is at once a threat to economic growth and (at least for many parts of 
American society) an engine of economic growth. It is not surprising 
that drug companies sponsor research not only into treatment but into 
prevention (where everyone is a possible candidate for medication), and 
into disease awareness campaigns.
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11.4  concluSion

To conclude, it is worth continuing this line of thinking about autism as 
fetish. First, autism experts and other “stakeholders” have endowed the 
diagnostic category with the central features of a fetish: It is an excep-
tional category—a thing, sui generis—the power of which is consolidated 
as it subsumes an increasingly broad array or spectrum of heterogeneous 
elements, and its reification masks the relations of its production. Despite 
the fact that autism may contain within it a wide range of variation, we 
have accepted autism as an objective, discursive object. If autism as a 
totality feels surprisingly new, well, it is. But so are many other seemingly 
autonomous areas of knowledge. The idea of the economy as a “self- 
evident totality” (Mitchell 2007, 88) emerges between 1930 and 1950 
in the U.S. and Britain. Before that time, people who called themselves 
economists did not say they studied “the economy” but rather economic 
topics. Autism, of course, used to exist just in its adjectival form too—
autistic—and is first nominalized in the DSM in 1980 with the publica-
tion of the DSM-III.

Second, to continue with the metaphor of the fetish, autism is a rep-
resentation that has the power to order our ideas and experiences, and 
even mask its economic underpinnings. (For example, it does not sound 
right to refer to an organization like NYU’s Child Study Center as a 
“business,” and so, it is referred to as a “service provider.”) How can 
something that exists at the level of representation also exert so much 
power? The answer may be that there is something more fundamental 
beneath the representation that reinforces its singularity and reproduc-
tion over time. And perhaps that “something” is not just discursive but is 
actually something material and objective. Perhaps that something is the 
system of ordering to which I referred before—the system of ordering 
that is an integral part of the larger systems in which we live.

Imagine how hard it is, then, to resist any of these forces. Even if 
new and innovative “stakeholders” want to lead the fight for some 
aspect of autism advocacy, they have no way of matching the networks 
and finances of this matrix, let alone of just one of the large corpo-
rate or philanthropic entities. It might be useful to reflect on the word 
“stakeholder” itself (commonly used by autism advocacy organizations 
to mean anyone with any involvement with autism—although, in its 
texts, Autism Speaks has generally separated scientists and stakehold-
ers, despite the fact that scientists are among the biggest stakeholders 
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in autism). A “stakeholder” is typically defined as a person or institu-
tion with a concern or interest, especially financial, in ensuring the suc-
cess of an organization. When an organization calls me a “stakeholder” 
because I have a child with autism or because I do research on autism, 
there is an implicit assumption that everyone who has an autistic child 
or is an autism researcher has an interest in either helping support the 
organization or at least the object of that organization’s work. Advocacy 
is fundamentally about absorbing as many people as possible into a com-
munity organized around a particular object, an object that is defined by 
the advocates. Just as citizens have an obligation to the interests of their 
nation or state, so too do stakeholders have an obligation to support 
and sustain the interests in which they are told they have a stake, and 
which may define them personally or professionally. Of course, in prac-
tice, advocates also delimit stakeholder communities, sometimes—as in 
early AIDS advocacy and in some autism self-advocacy efforts—by distin-
guishing between authentic or inauthentic stakeholders (i.e., people who 
are HIV positive or have AIDS, and people who are autistic) and shap-
ing relationships between interest groups. Indeed, management scholar-
ship treats the stakeholder as a form of social organization that structures 
relations between suppliers, customers, owners, employees, governments, 
advocates, and so on (Freeman 1984). Through the concept of the 
stakeholder, advocacy efforts sustain autism as both economic object and 
activity. And when advocates do delimit communities they may do so in 
order to influence the distribution or concentration of money and power 
(especially decision making and policy making).

There is an answer to the question “Who owns autism?” We all own 
autism, because it is now so integrated into our society and economy. 
But this answer presumes a “buy in” to the concept of the autism as a 
real and stable phenomenon rather than something we create—and that 
is exactly what this chapter has argued against. Marx’s idea of the fet-
ish was that humans create an economy that then appears to be natural, 
and to have an (independent) existence of its own, to which we are then 
subordinated. My argument about autism is that we have created a con-
cept that then appears to us to be natural, and to have an (independent) 
existence independent of our scientific ideologies, and around which we 
organize a multitude of activities and shape identities.

Thus, to illustrate my argument, it might be better to turn the ques-
tion of ownership on its head and ask “Who does autism own?”—thus 
giving us an answer that may be most accurate, and most faithful to the 
concept of the fetish. Autism owns us.
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CHAPTER 12

Commentary: What Are We Talking About 
When We Talk About Autism?

M. Ariel Cascio

12.1  a cultural conStructiviSt view of autiSm

What are we talking about when we talk about autism? I pose this ques-
tion from a cultural constructivist perspective, one which does not take the 
word autism for granted. It is worth stating now some basic premises of my 
constructivist approach. I describe autism—or more specifically “the autism 
concept”—as a social construct. This does not mean autism is not “real,” in 
any meaningful sense of the word. Autism is a concept (a category, a label, 
a topic, an idea) which both describes and constructs real people’s real 
experiences, be they of suffering, joy, creativity, diversity, pride, etc. A social 
constructivist approach does not deny lived experience or the consequences 
of social constructs. Indeed, constructivist approaches often highlight lived 
experience to demonstrate that all concepts are socially mediated.
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Returning to our question then, what about autism? What are we talk-
ing about when we talk about autism? It is not always easy to talk about 
autism, particularly because of all the different meanings the term holds. 
This difficulty is especially clear when engaging in interdisciplinary or 
multidisciplinary conversations, or when navigating between different 
roles—both of which we do in this volume by including research from US, 
Brazilian, and Italian authors; scholars and physicians; anthropologists, 
musicologists, linguists, philosophers, psychoanalysts, and more. All of 
these writers might provide very different answers if asked to define autism.

Valtellina opens his piece by asking “What is autism/Asperger’s 
Syndrome (AS)?” (p. 207) In response to this deceptively simple ques-
tion, he discusses autism as a diagnosis—both in the sense of classification 
and in the sense of event. He describes the term “Asperger’s Syndrome” 
as a diagnosis which impacts the subjectivity of people who experience it 
through the process of interpellation (though it is not all-powerful), and 
also as a term which “through all its fluctuations, points to something 
concrete: the relational problems that the diagnosis certifies” (p. 212).

Rios writes (p. 186) that she uses the term autism for the sake of brevity, 
to refer to autism spectrum disorder. She talks about autism as the object of 
expertise, the focal point for contests over what counts as expertise anyway, 
and as tangential to the notion of being an expert on one’s child regardless 
of autism. Expertise, Rios explains, “is not just about the child, or just about 
autism for that matter. It is also about the socio-cultural worlds they both 
inhabit” (p. 198). While autism, in the sense of “a certain way of being in the 
world currently described under the rubric of Autism Spectrum Disorders 
(ASD)” is a part of the object of autism expertise, the other part is “the socio-
cultural worlds in which people diagnosed with such condition and their fami-
lies live” (p. 201). Rios also talks about autism as a way of being different from 
others, which necessitates translation, even “radical translation” (drawing on 
Hart 2014; Eyal et al. 2010; see also Chew 2013). Parents not only translated 
their autistic children’s communications to others, but also translated the work-
ings of their local worlds to their children (much, indeed, as any parents do).

Grinker talks about autism as a “valuable diagnosis” in the context of an 
“economics of autism.” He challenges the current literature on autism econom-
ics for ignoring “how these costs are related to the question of how the concept 
of autism has changed and gained traction in recent years” (p. 232). Indeed, it 
is this very concept that concerns this commentary. Taking a Derridean construc-
tivist approach, Grinker consider autism as that out of which we speak (p. 240), 
exploring the historically and culturally specific foundations through which 
autism (and autism economics) is represented.
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12.2  the autiSm concePt

Like Rios, I also tend to use the term autism in my work, and often 
when referring to Autism Spectrum Disorder as it is termed in the DSM, 
but less for the sake of brevity and more for the sake of being inten-
tionally and—from some positivist perspectives—overly inclusive. When 
I write about autism, I write about “the autism concept” (Cascio 2015). 
I describe autism as a “concept” because the term is used to mean  
many different things. Kleinman and Good (1985, 2) once wrote that 
depression is “considered mood, symptom, and illness,” and similarly 
Chloe Silverman (2012, 2) writes that “autism refers to a symptom, a 
disorder, and a syndrome” (see Cascio 2014). Autism may refer to diag-
nosis of something conceived of in a variety of ways: as a disease to be 
cured, a disability to be managed, or a neurological condition to be 
embraced as a part of human diversity (Cascio 2012; Eyal et al. 2014). 
The term autism may stand for “autism spectrum disorder,” a DSM-5 
diagnostic category. It may stand for “classic autism” in contrast to the 
“other” autism spectrum disorders of the DSM-IV, for example, or the 
current ICD. It may refer to a diagnosis made on the basis of a validated 
instrument such as the ADOS. It may be a historically particular term for 
“relational disability” (Valtellina) or for “problems with social commu-
nication and repetitive behaviors” (Grinker) that would exist regardless 
of time period or specific terminology. It may refer to a symptom the 
way that Eugen Bleuler (1950) used the term to describe a character-
istic of schizophrenia (Hacking 2010). It may refer to a way of being, 
an integral part of an autistic person’s experience and not, in the words 
of Jim Sinclair, “an appendage” (1993). Autism is both a medical or 
psychiatric diagnosis (and which of the two, if either, is often a point of 
contention) and also a locus of increasing popular culture fascination. In 
this volume, autism may also refer to an economic fetish (Grinker), an 
object of expertise (Rios), an interpellation (Valtellina), an identity, an 
online social space, and so much more. Due to the multiple meanings of 
autism, I have introduced the idea of “the autism concept,” paralleling 
Margaret Lock’s (2013) discussion of “the Alzheimer phenomenon,” to 
encompass the range of ways that autism is or might be conceptualized 
and to avoid limiting myself to a particular understanding of autism (see 
Cascio 2015). This strategy allows me to explore a variety of meanings, 
to encompass the wide range of ways that the term autism is invoked, 
deployed, mobilized, rejected, negotiated, defied, defined, and discussed.
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This constructivist perspective of the autism concept involves under-
standing how this idea of “autism” as a diagnosis and cultural phenom-
enon has emerged at a specific time and place (see Nadesan 2005). This 
constructivist perspective is not concerned with identifying an objec-
tive reality of autism that is outside of the social world—indeed, noth-
ing is outside of the social world. The autism concept refers not to some 
sort of objective reality itself, but to a way of making meaning, such as 
the many meanings discussed in the above paragraph. But understand-
ing the autism concept involves not only exploring what’s “new” about 
autism—what specific features of time and place make autism a mean-
ingful way to describe certain people. It also involves looking at what 
is “old” about autism. In other words, what sorts of continuity can we 
find between current studies of the autism concept, and previous studies 
of other concepts and phenomena? To answer this question, I now turn 
to the chapters in this section to highlight their continuities with classic 
questions in the field of anthropology (from which I, as an anthropol-
ogist, am inclined to speak and within which I am moreover biased by 
my North American anthropological training—any other commentator 
would surely raise other perspectives).

12.3  exPloring claSSic anthroPological QueStionS

The chapters in this section address many big questions. They address 
questions of the classification of boundaries between normal and other; 
the formation of self, identity, and subjectivity; processes of socialization 
and enculturation; political economy; and social organization. In a way, 
autism is a lens researchers like those in this volume use to understand 
these big questions. Perhaps because autism means so many things to so 
many people, it is a rich concept through which to explore big debates 
across a range of topics. This range also highlights the importance of a 
social studies perspective to understanding autism by looking at the expe-
riences around autism holistically, not just from a medical or psychiatric 
perspective. In order to understand autism—both the autism concept and 
the experiences of people living under the label of autism—scholars delve 
into these broader literatures. As the following paragraphs will show, 
these literatures inform and are informed by the social study of autism.

The study of autism as a classification addresses classic anthropological 
questions about the border between normal and abnormal (Canguilheim 
1978; Benedict 1934; Devereux 1980). Who decides where the border 
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lies? What are the consequences of that decision? What is the role of 
beliefs, norms, and values? Autism is a contested category (Silverman 
2012). Grinker outlines several ways in which this category has changed 
over time, and that people currently diagnosed with autism might previ-
ously have been given another diagnoses, or no diagnosis at all. The rela-
tionship between Kanner’s autism and Asperger’s syndrome is also highly 
contested, as Valtellina discusses. Notions of normality and abnormality 
are also gendered in autism, as autism is often associated with masculinity 
and diagnosed more often in boys and men (see Valtellina). Although 
diagnosis as classification is one way of marking something (or some-
one) as “abnormal,” the valence of this abnormality varies. Valtellina 
(p. 216) argues that Asperger’s Syndrome is “the only psychiatric clas-
sification in the DSM not only not stigmatized, but full of positive con-
notations (as stated, starting from the pioneering research of Asperger 
himself).” Although we might argue that Asperger’s is still stigmatized 
in some contexts, and certain other DSM labels are sometimes valorized, 
nonetheless Asperger and Autism Pride movements exist in local and 
global contexts to a scope not seen for other current DSM classifications. 
Indeed, as Valtellina points out, the neurodiversity movement that began 
in autistic communities has broadened such that some proponents argue 
it covers a wide range of human diversity conceptualized through the 
lens of the brain as neurological, psychiatric, psychological, and so on.

Not only has the concept of autism changed over time, as has its ori-
gin story (Grinker, this volume), but it has been and remains difficult to 
place autism within predefined categories. Grinker alludes to this when 
he notes “autism was a mental illness; then it was a developmental dis-
ability.” Autism has fit differently across time and place with the cate-
gory of mental health or psychiatry. While the history of psychiatry is 
important to the history of autism (see, for example, Nadesan 2005), 
attempts to place autism within or outside of the domain of psychiatry 
invokes the US obsession with mind/body dualism: is autism part of 
“medicine” or the “psy professions” (Rose 1998)? Is it of the body or is 
it of the mind? Autism studies further contribute to the deconstruction 
of that divide, long a central theme of US medical anthropology (e.g., 
Kirmayer 1988).

Similarly, the study of interpellation in autism develops theory about 
the formation of self, identity, and subjectivity and social context. What 
is the impact of institutions (in the broad sense of the word)— especially 
sociomedical institutions—on individual sense of self, identity, and 
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subjectivity? What is the relationship between names and the named 
(Hacking 2006)? Autism is one name, but theories derived from the 
study of autism relate closely to many other names, for example those 
that Estroff (1993) calls “I am” illnesses. Valtellina explores in depth 
the way that diagnosis forms individuals into subjects, and also the way 
that he “unsubjected” himself from the Subject of Asperger’s Syndrome. 
Upon hearing a diagnosis of Asperger’s, people might welcome this 
diagnosis as an affirmation, “an essential element of their personality,” 
or even a relief from a lifetime of being blamed for relational problems 
(Valtellina, p. 217). The diagnostic event allows people to “re-signify” 
their lives, re-interpreting their personal and interpersonal histories. 
Grinker also notes how autism is described in memoirs as completely 
defining and shaping the diagnosed individual’s personhood and social 
identity. We might also note that it goes further to define the social 
identity of a family, “the family with autism” (Murray 2008). Grinker 
and Valtellina both draw on Hacking’s philosophies of classification to 
explore these questions. Valtellina finds useful Hacking’s observations 
that classifications are performative, and act on the world to create 
sense and structure. Grinker draws on Hacking’s notion of the “loop-
ing effect,” specifically as it appears in the creation of more and more 
autistic people and autism experts, groups which mutually reinforce 
each other as more diagnoses means greater need for experts, and more 
experts means greater reinforcement that autism is “a legitimate object 
of study.” Autism studies therefore contribute to longstanding  questions 
on the relationship between groups, individuals, and categories by 
exploring what the concept—the label, the word—of autism does to self- 
understanding and relationships with others, organizations, and catego-
ries themselves.

Autism studies also explore classic anthropological questions of 
socialization and enculturation: how do people learn to become mem-
bers of societies? How does autism change this process, if at all? As Rios 
repeatedly points out, much of what she observed in her fieldwork with 
respect to autism parenting is really common to all parenting, and all 
boils down to “do[ing] their best to educate their children to live in 
the world they were born into” (p. 201), i.e., socialization and encul-
turation. The parents she describes were informed in their parenting 
strategies by credentialed autism experts and specialized autism exper-
tise, but this type of knowledge was not the only source of their parent-
ing styles and strategies. As Rios explains, a lot of the specific parenting 
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work done by her participants involved turning tacit knowledge into 
explicit knowledge. This process makes explicit a lot of not only what is 
implicit about learning how to be a member of a particular society, but 
it also meant that parents became attuned to their children’s different 
way of knowing and being in the world. This discussion expands theory 
about socialization, enculturation, and different (tacit and explicit) ways 
of learning.

The study of the economics of autism delves into important ques-
tions about political economy. Whose interests are being served? How 
is power operating in this situation? How is it negotiated? What is the 
language of power? What antecedents impact the current political- 
economic arrangements? Grinker dedicates his chapter to many of these 
questions, particularly through the metaphor of autism as a fetishized 
diagnosis. Rios and Grinker both describe the rise of specialized autism 
services, which can be understood in this political-economic framework. 
Specialized services depend of course on discrete diagnoses and involve 
not only a specialized market of consumers, but also attention to “the 
economics of the production of expertise related to the rise of autism as 
a diagnosis” (Grinker, p. 232) by means of professional specializations. 
Rios highlights also the international flows of power in the emergence of 
autism expertise, reporting that Brazilians consider North American and 
European sources—both traditional experts and lay experts—to be more 
authoritative than Brazilian. Although political-economic approaches 
are not often favored by constructivists, who sometimes see themselves 
as outright opposites (Gaines 1991), the two approaches have been suc-
cessfully combined by some (Estroff 1993; Jorelamon 2015; McDougall 
2015) and attention to key questions of the flow of money and power 
can be informative within any framework. The notion of the “autism 
industrial complex” raised by Grinker highlights the relationships 
between this network of autism actors and services and economic and 
financial interests. Autism has become “a valuable diagnosis” (Grinker, 
p. 232), a word and concept that wields economic power, shaping not 
only financial expenditures but also forms of knowledge. In these ways, 
autism studies contribute to understanding how diagnosis interacts with 
money and power, by exploring the flows of each within the broad net-
works that address autism.

Finally, the study of autism activism and advocacy addresses clas-
sic anthropological questions of social organization. What brings peo-
ple together? In what communities do people imagine themselves, and 
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on what bases? How does knowledge operate in these organizations? 
What types of knowledge are authoritative, and how are they deployed 
by whom and for what purposes? Grinker includes activism and advo-
cacy organizations in the web that makes up the economics of autism, 
an economics that implicates social organization and social relationships. 
Indeed, one of the reasons an autism label might be more desirable than 
others, writes Grinker, is that it opens up opportunities for relationships 
with others living under the same label. Valtellina also addresses social 
organization, specifically through the neurodiversity movement, at first 
as a movement of activists with Asperger’s and later as a broader political 
discourse used even by cure-oriented parents of people with autism (and 
also by Rios’s participants as part of the philosophy of Bem Viver, living 
well), and stretching beyond the autism spectrum to include any cogni-
tive difference. This movement, Valtellina notes, draws on a particular 
type of knowledge: the “neuro hype” of the brain sciences. Rios explores 
questions of social organization most directly of these authors, in her 
study of Brazilian autism services and expertise—both autism- specific 
and not, but always context-specific, demonstrating that expertise about 
autism is dependent on interactional and sociocultural contexts. As 
Rios points out, not all of this expertise is necessarily specific to autism. 
Rather, autism studies further theorization on expertise through the lens 
of a particularly discussed object of expertise.

We walk a fine line in taking these critical perspectives on autism and 
yet at the same time participating in the autism industrial complex, as 
Grinker describes it. On the one hand, we network with other autism 
researchers (and write books with them, and contract with publishers 
who sell said books), we seek autism-specific funding, and we are and/
or care about people living under the label of autism. On the other 
hand, it is important to avoid reifying autism. The “autism concept” 
attempts to do so, by asserting that autism is a concept like any other. 
To describe autism as a concept is more than to describe it as a cat-
egory, although that is certainly an important part of it. Autism-as-a-
concept is a lens through which researchers, scholars, professionals, 
parents, and people with autism address important questions in their 
fields or in their lives. The chapters in this section have used autism 
as a lens to explore classic questions, but have also used these classic 
questions to understand how autism has become such a popular lens for 
such exploration.
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CHAPTER 13

Psychological Anthropology and the Study 
of Disability

Thomas S. Weisner

13.1  introduction

Psychological Anthropology has studied disability and mental illness 
since the inception of the discipline, and many chapters in our volume 
bring Psychological Anthropology (PA) research and theory to bear on 
the study of autism. PA of course includes a much wider range of top-
ics than mental illness, Autism Spectrum Disorder (ASD), and disability. 
Psychological Anthropology starts with some fundamental problems in 
the social and psychological sciences. PA includes the comparative, con-
textual, and cultural study of culture and the mind—culture and our 
mental life. In addition to disability, mental illness, and physical illness, 
Psychological Anthropology includes research on cognition, perception, 
memory, emotions and affect, child development generally, socialization 
and learning specifically, self and identity, the individual and culture, expe-
rience and consciousness, and others. A conceptual framework and empir-
ical agenda like this surely are ambitious and aspirational, but nonetheless 
PA strives for valuable goals: holistic, open to plural methods, compara-
tive, collaborative with other disciplines, and moving across levels of analy-
sis. These are worthwhile goals for the understanding of ASD as well.
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Elinor Ochs et al. (2004) recently showed the importance of this PA 
tradition to the study of ASD specifically. ASD is “at once neurological 
and social” (171) in their view. They extend the conceptual frame of how 
to understand ASD to incorporate the sociocultural context. Solomon 
and Bagatell (2010) similarly suggest that ASD “is particularly well 
suited for psychological anthropology’s concerns with the psychologi-
cal and the social in an individual’s experience and place in society” (3). 
They critique narrow biomedical and genetic studies of ASD, as well as 
emphasize “a multilogue of theories and voices, of scholarly research and 
personal experience, that intertwine perspectives intended to advance 
understanding of autism” (ibid., 2). Ochs and Solomon (2010, 5) see PA 
and other branches of anthropology as relevant to ASD due to sharing “a 
vision of autism as socially constructed across institutional, ideological, 
sociohistorical and social-interactional contexts.” Many of the papers in 
our volume share this framework and further build on these insights.

From among the many connections between PA and the study 
of ASD and disability, there are six themes that seem particularly rele-
vant, and that are reflected in the chapters in our volume: difference is 
both biological and social; experiences of disability are central; cultural 
beliefs regarding disability vary widely around the world; other inequal-
ities in society influence disability, including structural and institutional 
constraints; social and sociolinguistic mechanisms important for under-
standing disability also are important for studying many other topics in 
psychological anthropology generally; and diverse family and parenting 
practices and daily routine activities are important in the field of PA, per-
haps especially so for ASD, as are institutional and structural conditions 
in society.

13.2  difference due to diSability iS biological 
and Social

Difference is constructed by culture and society, and is also a real fact of 
our biology (Stiker 1997). All of the chapters in our volume emphasize 
the fundamental power of diagnostic categories and their social– historical 
construction, the history of clinical services, and the organization and 
funding of social services in various national contexts. Yet none propose 
that there is no underlying neurological/physical condition. Roy Richard 
Grinker specifically raises this with regard to the argument that because a 
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diagnosis arises for historical and medical-diagnostic reasons, those with 
the condition prior to the diagnosis did not suffer or that those with it 
now suffer “only” due to the diagnosis.

This constructivist approach often provokes criticism, as if one is denying 
the reality of suffering. If I say, for example, that autism is a mid to late 
20th century construction, that it is a historically contingent assemblage of 
specific and observable behaviors, I don’t mean that the phenomena that 
we today call autism do not exist. My daughter will have problems with 
social communication and repetitive behaviors no matter what diagnosis 
she has. A constructivist approach does not deny that there is an under-
lying biological condition that can produce suffering. (this volume, p. 239)

Michael B. Bakan, citing Nick Walker, favors changing the conceptual 
frame for the study of ASD from disability and pathology to neurodi-
versity, including critiquing the ASD and disability labels themselves. Yet 
Bakan also recognizes at the same time the disabling (or disenabling) 
neurological condition itself.

Walker calls for a comprehensive epistemological shift from what he terms 
the pathology paradigm of autism (essentially a subset of the medical 
model of disability critiqued in disability studies) to the neurodiversity par-
adigm of autism. It is noteworthy, however, that in doing so, neither he 
nor other Autistic self-advocates who have addressed such issues deny or 
underplay the significant and often profoundly disabling impact of ASCs 
on the lives of people who live with them, as well on the lives of those with 
whom they live, work, and play. That autism can be disabling, or as I prefer 
to phrase it, disenabling, is not in question. (3)

Elizabeth Fein also points to the ways that diagnostic labels (ASD, 
Asperger’s Syndrome) can stigmatize and discount other ways of relat-
ing to the world, while also recognizing that the cognitive differences of 
Autism are innate—they are conditions that predate cultural input, even 
as they powerfully shape and are shaped by the nature of that input (5). 
Grinker also recognizes the power of the definition of ASD itself to come 
to “own us,” to become a classification that is reified, which requires 
organization, control, and money for very expensive interventions and 
programs (which in turn defend their funding by justifying the labels). 
“The definition of autism and other conditions in terms of a group of 
deficits or impairments—a deficit model of autism—may be another 
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legacy of the tradition of explaining difference as diversion from a norm 
and motivating the call for costly services” (Grinker, this volume, p. 244).

Finally, Enrico Valtellina provides a deep philosophical and social 
critique of social categories and clinical diagnoses such as ASD and 
Asperger’s, yet also recognizes the autistic traits that he has. He explores 
the connections between autistic traits, a diagnosis, and the person expe-
riencing ASD.

Over time, my relationship with interpellation changed. Years ago, when 
I recognized autistic traits in myself that corresponded with Asperger’s 
Syndrome, I had given maximum credit to the diagnosis. I read and wrote 
on the topic. With time and with study, the subject of AS revealed itself to 
me in its substance as a cultural assortment of human kinds that are diver-
gent, legitimately divergent, and that find themselves atoning in infinitely 
different ways for the extremely scarce social tolerance for involuntary 
transgressions of implicit codes of face to face interaction. I progressively 
unsubjected myself. Now if they call me I do not turn, and this seems to 
me the most delicious of the autistic responses. (this volume, p. 223)

If the impacts of ASD can be profoundly disabling (and this deeply 
troubling impact appears to be the case for ASD symptoms across cul-
tures, especially at more severe ends of the spectrum), these impacts 
and their many consequences clearly are empirical generalizable facts. 
Psychological Anthropology contributes to understanding the power of 
labeling and cultural categorization and the meanings of disability, while 
also recognizing, in a social and cultural context, the underlying disena-
bling condition.

13.3  the exPerienceS of diSability matter

These comments regarding labels and disabling conditions speak to 
another central contribution of PA: disability deeply affects thought and 
consciousness, and the experiences of a disability are central to under-
standing the meaning of disability and its impacts on every person. 
As a matter of theory and methodological emphasis, PA nearly always 
includes the voices, the goals, and the points of view of those with ASD 
and other disabilities, often along with their families, using ethnogra-
phy, fieldwork, and qualitative narratives as methods to explore these 
experiences.
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Jurandir Costa and Roy Richard Grinker analyze texts from first person 
accounts from individuals with ASD, which they argue represent autistic 
experience and expressions. These accounts represent “the extreme diver-
sity” of thought and experience of people with ASD. They ask, from the 
point of view of the person with ASD, what is the intention, meaning, pur-
pose, and goal of the (repetitive, atypical, destructive, etc.) behavior that 
we hope to understand and treat? By this, Costa and Grinker mean that 
these difficult behaviors are presumptive “intentional states” having com-
municative goals, not exclusively behavioral symptoms to be eliminated.

Understanding the meaning of the autistic experience depends largely on 
understanding the unusual way in which subjects communicate lived expe-
riences to one another within their shared environment. These experiences 
are, in short, intentional states, processes or occurrences; that is, they rep-
resent needs, desires, thoughts, sensations, feelings, beliefs, judgments, 
actions, etc.

The meaning of autistic expressions may, for the purposes of argumen-
tative clarity, be divided into four major dimensions: cognitive; sensory-
 motor; affective and communicational. (this volume, p. 157)

First person accounts of disability written by anthropologists have 
explored the many pathways through which disability shapes experience. 
For example, Robert F. Murphy (1987), an anthropologist at the height 
of his career, a professor at Columbia University who worked for years 
in the Amazon with the Mundurucu, was struck by an inoperable spinal 
tumor in 1974, which gradually affected all of his physical abilities and 
ultimately killed him in 1990. Murphy describes the effects of this on his 
thought, consciousness, and the experience of gradually becoming disa-
bled. His experience-based account is written with the autobiographical 
and scholarly clarity of a professional researcher and fieldworker. His col-
leagues gradually change in how they work with him, his eventual life in 
a wheelchair means that he is increasingly “looked over,” and he comes 
to have “a damaged self.”

Michael B. Bakan’s essay concludes with a strong call for ethnographic 
and qualitative methods for understanding autistic experience.

Understanding autism ought rightly to begin with listening to, communi-
cating with, and learning from Autistic people—through their words and 
utterances, their actions and performances, not ours; on their terms and 
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according to their values, not ours—to the greatest extent possible. This 
demands creativity, resourcefulness, flexibility, and patience on the part of 
all parties involved: it may require the recognition or establishment of com-
pletely novel modes of communication and interaction. (this volume, p. 124)

Ariel Cascio describes discourses and beliefs of psychiatrists and other 
care providers’ interpretations and experiences. These can also differ 
widely and matter for treatment and public interpretations of ASD.

Discourses of autism as a disability (in Brazil) and autism as a “way of 
being” (in Italy) articulate dissatisfactions with post-reform mental health 
services within these autism advocacy communities, through marshaling a 
biologically-based and diagnosis-specific rhetoric. (this volume, p. 55)

How to discover and represent these experiences is an important topic in 
Psychological Anthropology, and is a theme of many essays in our vol-
ume—expanding the methods for attempts to do this, as well as the 
importance of doing so. Although expanding methods and paradigms fur-
ther certainly can lead to new discoveries, PA already is open to a wide 
range of methods, including physiological, behavioral, psychological, soci-
ocultural, structural/institutional, and historical approaches. The use of 
plural, mixed methods has a long and important history in PA (Hay 2016).

13.4  cultural beliefS and PracticeS regarding 
diSability vary widely around the world

Disability is recognized in all known communities, although the forms 
and responses to it vary widely. Social practices for recognizing and 
responding to disability also vary widely, as we know from the ethno-
graphic record around the world. PA and Medical Anthropology have 
made major contributions to the comparative empirical documentation 
and theoretical understanding of disability. There is quite wide variation 
in what counts as sufficiently troubling to lead to stigmatization or social 
exclusion due to disability. Difficulties with face-to-face interaction, for 
instance, might not be nearly as troubling in smaller scale communities 
where a person is known and accepted for other reasons—her family, 
work, and other areas of competence, physical abilities, or reliability, and 
predictability, for example—and where most are familiar with persons 
with ASD or other disabilities. Marshall (1996), for example, describes 



13 PSYCHOLOGICAL ANTHROPOLOGY AND THE STUDY OF DISABILITY  269

a small-scale Pacific Island culture that accepts physical disability and 
other problems as long as there is some level of community participation. 
Elizabeth Fein’s chapter explores the similarly important question of why 
particular autistic modes of engagement become troubling in particular 
social and historical moments, similar to the cross-cultural question of 
why and how communities differ in the recognition and responses to 
troubling aspects of disability.

A more general claim from mental illness research is that progno-
sis and acceptance of those with schizophrenia and psychosis often are 
better (considering clinical outcomes and patterns of course, disability 
and social outcomes, and marital and occupational status) in many non- 
Western communities. However, there also is a counter argument ques-
tioning this generalization, arguing that treatments, well-being, and 
outcomes are not necessarily more positive in non-Western settings at 
least regarding more severe mental illness (Cohen et al. 2008; Edgerton 
and Cohen 1994). Arthur Kleinman (2008) also questions the view that 
mental illness outcomes were generally better in lower resource, more 
sociocentric societies. This is an important research question that will 
benefit from further study for a variety of disability conditions, including 
ASD. Unpacking the very unsatisfactory binary Western/non-Western 
category is essential as a start.

More generally, this connection between disability and broader societal 
inequalities and beliefs, reflects the long-standing theme in PA, Medical 
Anthropology, and many other fields recognizing that there is a close con-
nection between disability and social context that extends to the many 
other differences in society that increase stigma and reduce opportunity. 
With regard to ASD more specifically, it is highly likely that it is more dif-
ficult to have ASD and to assist those with ASD in poor communities with 
few or unpredictable resources available for families and neighborhoods. 
Poverty, gender, kinship and family systems, class, caste and religion, eth-
nicity, race—all of these are intertwined with the expression of, and treat-
ments for, disability. Those who are deprived, excluded, and vulnerable for 
reasons other than mental illness or ASD, are differently and more deeply 
affected by disability, and disability itself in turn can lead to deprivation, 
exclusion, and vulnerability (Ingstad and Whyte 1995). Lima et al. (this 
volume, pp. 33–37) point out in their chapter, for example, that fighting 
for services in Brazil for those with disabilities had to include fighting for 
the resources to “honor” the demands—that is to provide what is neces-
sary in order to actually obtain those basic human rights to services.
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In Brazil social movements came together … to fight both for individ-
ual liberties and for the public services that are essential to freedom and 
agency, such as the right to health care, education, food, and employment, 
among other things. However, in both settings (Brazil and the USA), 
scarcity of funding and limitations on resources have led to difficulties in 
honoring these rights in practice; many of the controversies around autism 
treatment arise out of these gaps between assumed human rights and the 
social resources necessary to honor them.

Another important debate in PA is whether or not there are certain seri-
ously troubling domains of behavior among those with mental illness 
and disability that will be recognized and sanctioned everywhere. In 
addition to understanding the variations across cultures in patterns of 
support and outcomes, there clearly are circumstances in which all or vir-
tually all societies find some of the behaviors and family and community 
consequences of mental illness and disability very troubling, and there is 
evidence that certain kinds of behaviors are more likely to be troubling 
nearly everywhere. These could include behaviors that are dangerous and 
threatening to others such as physical aggression or threat thereof; the 
disruption of essential community or family routines deemed essential for 
survival; the inability to communicate; and others. Furthermore, more 
severe, chronic, disruptive manifestations of mental illness and disabil-
ity are more universally recognized and labeled as troubling in much of 
the world, whereas milder symptom patterns that do not even necessar-
ily include all symptoms, and are not severe and chronic, have a much 
greater cultural and contextual variability in recognition, tolerance, and 
outcomes. The hypothesis is that in cases where ASD and mental illness 
more generally takes the form of milder symptoms, as well as with not 
all symptoms perhaps even present, early support and accommodations 
to the person will make their path easier. In such cases, there is a greater 
role for, and more influences of, social/community negotiations regard-
ing what to do, degree of stigma, how to label and define a condition, 
and the extent of and nature of social tolerance (Edgerton 1969, 1992).

The more general hypothesis, with a considerable amount of 
cross-cultural evidence to support it, suggests that there are troubling 
behaviors that will be troubling everywhere. For these to be improved, 
families and individuals will require social support, benefactors, and 
an improvement not only in tolerant cultural beliefs and scientific evi-
dence about the disorders and improved treatments but also a more 
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general improvement in the societal circumstances of other unequal 
and disadvantaged groups, and the amelioration of broader inequality 
in society.

13.5  Social and SociolinguiStic mechaniSmS imPortant 
for underStanding aSd and other diSability alSo 

are imPortant for Studying many other toPicS 
in PSychological anthroPology

Sociality is a fluid, domain-specific, context-influenced process, which 
includes far more than dyadic interaction during sociolinguistic 
communication.

Human sociality consists of a range of possibilities for social coordination 
with others, and autistic sociality is one of these possible coordinations. 
This perspective does not impose a dichotomous distinction between autis-
tic and normative sociality but, rather, highlights the gray areas of sociality 
shared by those diagnosed with autism and neurologically unaffected per-
sons. (Ochs and Solomon 2010, 2)

The socio-linguistic domains of communicative competence Ochs and 
Solomon describe include language, conversational turns/sequences, 
topics of discourse, body alignment, mediation, the communicative 
medium, emotional intensity/affect, and tempo of communication. 
Several chapters (Fein; Costa and Grinker; Bakan) describe how people 
experiencing ASD struggle within these domains of communicative com-
petence. Social coordination for these domains among persons with ASD 
can be at least somewhat enhanced by recognizing and perhaps manip-
ulating these domains. Those with ASD favor structure and routine in 
connections with the world, rather than disruption, sudden change, and 
shifting contexts, for example.

Psychological Anthropology also studies the social mechanisms that are 
involved in dealing with disability and mental illness, mechanisms com-
mon to everyone. These include universal social behavioral domains such 
as social responsibility, nurturance, emotion recognition and regulation, 
play and games, peer relationships, gender relations, and others. Passing, 
or the avoidance of stigma, is another important example of a univer-
sal social concern that of course is highly salient to those with ASD and 
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their families. The Cloak of Competence: Stigma in the Lives of the Mentally 
Retarded (Edgerton 1967) describes this fundamental aspect of cultural 
learning and social engagement, which involves being able to “pass” as 
competent, to be “normal,” accepted, or included. Furthermore, if we 
falter in our attempts to pass, as everyone does, it is important that we 
have a reason, narrative, or an account of our behavior that is believable 
in our community and that provides an acceptable explanation, a reason-
able account, of why we cannot pass or do something normally expected 
(Goodley and Tregaskis 2006; Orbuch 1997). Those with ASD and other 
disabilities are like us in many ways, including in these respects— needing 
to pass, to feel competent enough, to act normal enough, and to be able 
to provide an account when we are socially incompetent—and we can see 
in their development and lives many of the same social processes, con-
cerns, and fears about not meeting expectations, that to some extent 
we all have. The argument is that everyone requires a degree of social  
tolerance—that this is a universal condition, not only one facing those 
with ASD. As Edgerton (1967) describes this common experience (and 
fear), “perhaps normal persons see too clearly [in those with mental  
retardation] what they fear for themselves or for their children” (218).

Edgerton’s (1967) classic study that led to the Cloak of Competence 
focused on 110 patients with mild to moderate retardation who had 
been released from Pacific State Hospital in California in the late 1950s. 
Edgerton and his team found 98 of these former patients. Fifty-three 
lived in the Los Angeles area and were contacted and followed with 
extensive ethnography and other assessments. Many had been able to 
pass, often with the help of benefactors. Edgerton called this the “benev-
olent conspiracy”: benefactors who supported the tasks and functions 
that those with intellectual disabilities could not do, or scaffolded the 
ones they could do in part but needed help with. But successful bene-
factors then mostly let them do the things they could do (even if per-
haps not in the optimal ways), and minimized and protected them from 
stigma as much as possible (Zetlin et al. 1985). Collective, community 
practices to increase social inclusion and reduce stigma, as well as indi-
vidual benefactors, of course also can be beneficial (Skinner and Weisner 
2007; Groce 1985, 1999). Clarice Rios’s (this volume) studies in Brazil 
provide a contemporary illustration of how parents have to work with 
their children to inculcate culturally specific forms of social expertise in 
order to avoid stigma. Those with ASD and their benefactors continue to 
be crucial to inclusion and increase in well-being today.
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Edgerton’s (1967) studies suggested that these adults now living in 
the community could not always sustain their attempt to have a cloak of 
competence with all others. The adults “have been given a niche … in 
which they are permitted to live incompetently as long as in the course of 
this living they do not cause the wrong persons too much trouble.”

In the efforts of the former patients in the present study to evade the 
stigma that they feel and fear, we see an eloquent testament to man’s 
determination to maintain his self-esteem in the face of overwhelming 
cultural rejection and deprecation. If we accept the unanimous findings 
of the behavioral and psychological sciences concerning the fundamental 
importance of self-esteem for any human being, then we can understand 
the dilemma in which these former patients find themselves, and we can 
appreciate their achievement in finding what is for them a cloak of compe-
tence. (218–219)

13.6  family and Parenting in reSPonSe to diSability 
and mental illneSS matter for develoPment: the daily 
routine and the Power of activitieS and inStitutional 

and Structural conditionS

Psychological Anthropology has a long-standing interest in parenting, cul-
ture and family life, and child development. One recurring theme includes 
the ways in which parenting and family life reproduce cultural goals and 
practices deemed desirable by their cultural community, ethnic group, 
class, and religious and other groups. Development and socialization are 
much more than stimulation seen in the context of back-and-forth dyadic 
interactions between autonomous individuals. Development has cultural 
goals and a moral direction: What kind of person do parents in their com-
munity want to create? What goals, with what moral meanings, do parents 
and others responsible for children and adults with ASD have for their 
children, for their families more broadly, and for themselves as caregivers 
or parents? Families that have children with ASD or other disabilities are 
fully a part of this much broader and deeper developmental agenda.

Several essays in our volume contrast the circumstances of parents, cli-
nicians, community workers, and both children and adults with ASD in 
the US, Brazil (including different historical periods and institutional dif-
ferences within Brazil), and Italy. Others describe the intentions, beliefs, 
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and behaviors of those with ASD in the contexts of their particular cir-
cumstances within their familial and cultural ecology. Ecocultural theory 
and methods have been used to conceptualize, measure, and compare 
families with children with disabilities (Bernheimer and Weisner 2007; 
Weisner 2002, 2017). This theory begins with the daily routine of activ-
ities. People with ASD experience desired cultural goals in their life as 
practiced within their family’s (or school’s, or church’s, or other con-
text’s) daily routine of cultural life. Cultural routines consist of activities 
children engage in (mealtimes, bedtimes, family visits, homework, read-
ing together, chores, going to church or prayer, school, going for clinical 
treatments, play, “play dates,” etc.). Activities are the primary mechanisms 
bringing culture to and into the mind of the child, since cultural activities 
are what a child directly experiences day in and day out, repeated thou-
sands of times. Activities consist of at least these six core elements: goals 
and values for that activity and routine, including the kind of child or fam-
ily that is desired; the tasks the activity is accomplishing; the scripts and 
norms for how to engage in that activity; the people present in the activity 
and their relationships with the child and with one another; the motives 
and feelings, affective and emotional experiences of those engaged in the 
activity; and the stability, routinization, and persistence of the activity in 
the lives of the child and family (Weisner 1996, 2002, 2015).

A sustainable routine involves fitting the routine to the family 
resources available, balancing the inherently diverse family interests and 
obligations and conflicts, making the routine and its activities meaningful 
with respect to goals and values, and providing reasonable stability and 
predictability of routines and activities. Better resource fit, less conflict, more 
balance, more sense of meaning and purpose, and sufficient predictability in 
routines and activities for a child in any culture should enhance well-being. 
Well-being arises out of engaged participation in the activities deemed 
desirable by one’s cultural communities, and the psychological experi-
ences that are due to this engagement. A child or adult with ASD would 
likely benefit not only from effective treatment, benefactors, and social 
tolerance but also from being a part of more sustainable routines and the 
activities that make up routines. The family and benefactors should also 
benefit. Routines gain some of their force to increase well-being through 
being frequent, sustainable, and part of a recurring pattern of activity that 
is culturally meaningful and hopefully also relatively predictable—which, 
of course, can be particularly comforting for an adult with ASD.
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Parents have to accommodate to their child with disabilities, of course, 
and then attempt to maintain a sustainable routine for that child, as well 
as for others in the family, and for themselves, and this can be a very dif-
ficult process. Accommodations are changes made to the daily routine 
and family activities due to the child’s ASD, including things not done 
that otherwise would have been (e.g., a father not changing jobs due 
to needs for health insurance; a mom not going to work; siblings assist-
ing in care that otherwise would not have been needed; closer religious 
involvement due to support from the church, or leaving a church due to 
lack of support; a family deciding not to eat together because their child 
is too disruptive; etc.). The Project CHILD longitudinal study of 100 
families with children with disabilities in Los Angeles, California mapped 
and reported some 800 distinct accommodations parents described dur-
ing that study, across every domain of family life (Gallimore et al. 1996). 
The expectation from ecocultural theory is that maintaining a daily rou-
tine through continuing accommodations that attempt to be sustaina-
ble is an enduring family project that can support both the child and the 
family, not a transient stage in response to early disability identification of 
the child, or only an initial stage in family life (Weisner 2008).

A recent study of daily routines of 54 adults with ASD age 18–44, 
82% male, in the middle and upper class in the New Delhi region in 
India also documented the life-long importance of routines to the adults 
and to their families (Brezis et al. 2015; Daley et al. 2014). In this study, 
all adult subjects lived with their parents; only one adult was married. 
This family residential pattern reflects the situation throughout India: the 
overwhelming majority of children and adults with developmental disor-
ders, including ASD, live with their natal families. Contrary to expecta-
tions, most adults were not fully hidden from outside view, were out in 
public at least on some occasions, and 59% participated in some struc-
tured situations outside the home. However, adults located in smaller 
cities, villages, and towns may be less likely to have a diagnosis of ASD, 
would likely have fewer intervention and placement options than did 
these families, less contact with other families and adults in similar cir-
cumstances, and might be more hidden. At the same time, parents and 
most adults themselves favored careful scheduling and sequencing events 
in the same order each day; parents also had the challenge of matching 
very specific interests and activities the adults with ASD focused on, to 
the abilities of the individual adult.
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Some 20 common daily routine activities of this diverse adult sample 
were identified. The provision of accommodations and sustainable rou-
tines included the challenge of finding the right fit for not only the adult 
but also the whole family. Both parents and adults told stories of remark-
able resilience, creativity, acceptance, and perseverance embedded within 
the descriptions of the daily routines. But parents had a level of accept-
ance of what had to be let go in order even to have the routine they had 
crafted. Parents who focused on what made the adult with ASD happy, 
rather than on continuing to cultivate the adult’s experiences or develop 
new and improved skills, had chosen a goal that may best fit and accom-
modate their family circumstances, and match with what the adult with 
ASD wanted. Parents described their awareness of the losses required to 
establish these routines: less time for extended family visits, mothers who 
are home more than they would have been otherwise, couples visiting 
families and doing activities separately so that someone is there at home 
with the adult with ASD, limited participation in other activities so that 
they will not be disrupted, and so forth (Daley et al. 2014).

Accommodations like these are beneficial, accepted and necessary in 
many cases, but they come at a cost. Summarizing what many parents 
said, “just because [we] have adapted doesn’t mean that [we] would not 
welcome the opportunity to do things differently if we could” (ibid., 
148). An intervention or support for a family with a disabled member 
will be most effective when it fits into the already-accommodated daily 
routine. By taking apart and highlighting the ordinary activities of adults 
and their families, we can better see where there are gaps and cracks 
where the routines are not satisfactory and identify what would make life 
easier for families in India or anywhere else (ibid.,148).

Through daily routines, we can identify potential levers of change, 
and a family routine can be adjusted in ways that may improve the 
well-being of adults and family members alike, even when institutional 
change is difficult, and individual change is slow. Adding new daily rou-
tines and alternative activities for adults and their parents alike in the 
New Delhi group, for example, led to new initiatives by NGOs in India 
by the study’s research partner, Action for Autism, as well as a focus on 
changing regional and national institutional policies in New Delhi and 
elsewhere in India (ibid., 143).

Michael B. Bakan’s chapter on the activity of music making and in 
particular his inclusion of Gordon Peterson’s account of what Peterson 
needs in order to compose music and teach music illustrates the need 
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for routine and the power of activity (and what happens when it is dis-
rupted). These accounts from adults with ASD extend the general eco-
cultural theory of the importance of routines for children and families by 
describing the importance of routines for maintaining adults’ own lives 
and goals. This broadens the discussion beyond the family or parenting 
context and incorporates the attempts by those with ASD to maintain a 
daily routine that supports activities that in turn can support them.

One of the parents in the Los Angeles CHILD study was asked about 
the stresses she faced in raising a child with disabilities and responded 
by commenting, “Just let me tell you what I do all day … .” in order 
for her to accommodate to the child and to all the family and personal 
and service-provider and other issues she has to manage (Bernheimer 
and Weisner 2007). This mother has deep local expertise that certainly 
is not sufficiently captured by asking her about “stress” using a stand-
ardized stress assessment scale. Clarice Rios’s chapter focuses on the cul-
tural, institutional, and local aspects of “expertise” about autism. Rios 
focuses on parent and community local knowledge by describing the role 
of expertise in pushing back against labeling based on the use of diagnos-
tic categories. Her model of expertise also depends on local knowledge 
of “what is needed and what works” in everyday family life. This involves 
calling attention,

to a model of autism expertise that is less dependent on credentialed sci-
entific knowledge, although still informed by it. The parents at Círculo da 
Esperança [a community program and service provider in Rio de Janeiro, 
Brazil for parents and professionals] are not exactly “co-producers” of 
scientific knowledge, but many of them develop strategies to raise their 
autistic children that take this knowledge into account as well as their own 
knowledge about their local realities. As I see it, their approach to autism 
expertise has the advantage of not abiding uncritically to imported creden-
tialed knowledge and of expanding the existential horizons of their chil-
dren beyond a diagnostic category alone. Such [an] approach also helps 
us understand how this association, in spite of all the challenges and lack 
of resources, managed to be so successful for such a long time. It seems 
as if Inês [parent of an autistic son and worker in the association] finally 
understood what autism is, maybe better than that doctor would ever have 
imagined. (Rios, this volume, p. 202)

Finally, PA has turned increasing attention to institutional and structural 
conditions that shape emotion, belief, and practices regarding disability, 



278  t. S. weiSner

including ASD. These conditions shape the daily routine and family 
responses, and the services and supports available. Elizabeth Fein (2015, 
82), for example, links contemporary neoliberalism and individualism to 
a “market” orientation for selecting and maintaining friends and peers 
(she describes this as “the vicious cycle of social disorder in late modern 
identity markets”), which in turn affects youth with ASD. This shapes 
how “we become the people we are.” In her chapter, Fein views autism 
as “a mode of engagement with the stuff of the world … a form of per-
meability, of deep existential vulnerability, to the order of things around 
us” (this volume, p. 130). She describes autism as deeply and fundamen-
tally constituted by institutional and structural conditions.

There are several other examples in our volume of the different histor-
ical and clinical pathways ASD treatments, institutional ownership, and 
clinical labels took in Brazil, Italy, the US, and elsewhere, which influ-
ence everything from diagnostic systems, to choices available for treat-
ment, to political and funding stream decisions. This is described in 
Clarice Rios’ and Cascio et al.’s chapters. Cascio et al. contrast psychi-
atric reform policies with how they are instantiated in local practice in 
Italy and Brazil, beginning with deinstitutionalization movements in the 
1960s and afterward. It is hard to overstate the complexity of the his-
torical, clinical, political, institutional/service system, diagnostic, theory 
of ASD, emic and cultural belief systems, and many other complexities 
regarding autism in these two countries! A recently converging trend 
though, is that

In both contexts, the discourses of parents and professionals reveal the 
flexibility of different concepts to be deployed for different political and 
clinical agendas. In Brazil and Italy, parents strongly advocate for a view of 
autism that is organicist—biologically based and diagnostically specific—in 
contrast to the anti-organicist, anti-positivist, and even anti-diagnostic per-
spectives of psychiatric reform. (Cascio et al., this volume, p. 77)

The emphasis in many papers in this volume is on the impact of differ-
ences in psychiatric reforms and institutional worlds, not the similarities. 
The structural split within Brazilian clinical and professional associations 
between “mental health” and “disability” advocates, for example, pro-
vides another case study of the importance of historical, political, and 
clinical context differences within Brazil regarding understanding who 
“owns” autism, as Roy Richard Grinker would put it. As Lima et al. state 
in their chapter,
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The conception of autism as disability [rather than a mental health issue 
seen in a community health and public health context] is historically 
tainted by negative connotations: it is associated with a history of exclud-
ing children considered retarded, who were predominantly poor and black, 
in public or philanthropic shelters, or even psychiatric hospitals, through-
out the twentieth century. (this volume, p. 36)

13.7  final commentS

Psychological Anthropology and Medical Anthropology have contrib-
uted in important ways to theory, methods, and empirical outcomes 
regarding mental health, disability, and ASD. The chapters in this vol-
ume contribute to the six themes I have covered, and no doubt sug-
gest other themes as well. PA of course covers a wide range of topics 
relevant to the connection between culture and mind, and it recognizes 
that these connections have both a neurological and sociocultural basis. 
PA incorporates the experiences, consciousness, and emotions of those 
with disabilities into its theories, methods, evidence, and assessing out-
comes. PA has documented the wide differences in beliefs and practices 
regarding disability found around the world, and how consequential 
these are for defining what is troubling about disability. PA and Medical 
Anthropology show how embedded disability and mental illness are in 
other differences and inequality found in a society, including structural, 
institutional, and historical influences. The many sociolinguistic and 
social–relational mechanisms that affect those with disabilities are at the 
same time general processes that affect everyone. Finally, PA examines 
the mechanisms, such as the daily routine and cultural practices, that 
drive socialization of children as well as adults. Raising a child with a 
disability also requires accommodation and changes to parenting, fam-
ily routines, and socialization goals; more sustainable developmental and 
family routines likely benefit children with ASD as well as their families, 
and adults. This volume contributes to these wider theoretical conversa-
tions and also opens up possibilities for new approaches to ASD.
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CHAPTER 14

Joy

Dawn Prince-Hughes

There is an old saw of a question that people often ask when they gather 
in social situations. It is supposed to tell you something about the person 
who answers, though often the answer is just light language that fills an 
auditory space we think of as empty. There are a few permutations of the 
question, but it basically asks, “Who would you want to be stranded on 
a deserted island with?” Almost invariably, people choose celebrities or 
great thinkers from history. “Einstein,” people say. Or “Mozart.” Maybe 
they offer someone who has been in movies that they think would be 
interesting to talk to because they are brilliant, or because of the things 
they have done.

As a person who has been said to be on the spectrum, it has struck me 
more than once that people choose those with the very kinds of minds 
that they cannot stand to be with at the same social gatherings in which 
this island game is often played, let alone to be alone with on a deserted 
island. The people they choose, more times than not, are eccentric, 
focused on the immense immediacy of their sphere of interest, uncom-
fortably vibrating with a current of awareness and creative connection.

People are drawn to the products—but not usually the people—of 
such intense immediacy, who vibrate with the joy of their creative labor 
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pains, the joy of their immense vision. But just as people muse about 
feeding from it at the safe distance of social fantasy, so they also build 
culture on the back of the mental and emotional products of such peo-
ple, at the safe academic distance of time, through the removed sources 
of what has already been written, or composed, or thought, or sung. But 
in so doing, they miss out on the joy.

The people who attended the conference in Rio are not typical. They 
invited several people on the spectrum to offer their views about what 
it means to experience a different way of living—in essence they invited 
us as people they would be trapped on an island with, as the conference 
itself was a kind of island—an intense “think tank” or better yet “gestalt 
tank” that contemplated the reality that spectrum people are not divided 
from non-spectrum people; that people from different countries are not 
separate; and in the end, that there is no divide between autism, the 
planet, ordinary life, intellectual inquiry, and the bonding ties of emo-
tion. That is rare in our Western culture, and rarer still in academia.

Our culture—and academia as both parent and child of that culture—
does not like its heroes too closely connected to immediate reality; we 
are not comfortable with the sweat, the agony, the tears, the craziness of 
direct interpretation and discovery—the barbaric cry of raw emotional, 
intellectual, and spiritual nakedness that is the stuff of real union with 
each other and the greater world.

As a person on the spectrum who chooses such blood and sweat, 
such immediacy, over the translated and removed, my answer to whom 
I would want to be stranded with is quite different from the normal one. 
For example, I would want to be on the island with an ancient ancestor 
or a contemporary person who understands survival on an island. Where 
most people think of some disconnected paradise, sipping drinks on the 
beach as Einstein regales them with supreme discourse as the sun sets, 
I think of the need for fire, for water, for the knowledge of sweet and 
bitter plants, someone who feels an abiding joy in finding just the right 
growing thing hidden near the earth or a tiny trickle of clean that can be 
drunk, who finds joy in the ability to make a simple place to sleep with 
the forest.

People have said I would make these kinds of choices in answer to 
the island question because I am “too literal.” But there is nothing more 
literal than this life, this day, this survival, this opportunity for an old and 
profound connection with this island earth that we live on, right now. As 
our friend Roy Richard Grinker talks about in this volume, and I think 
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he gets it right, autism is an archaic way of being. My own career started 
when I learned, somewhat by accident, to be social and how to find joy 
by becoming part of a clan of gorillas, and has grown as I have shared my 
belief that humans are not so different from gorillas, or all other living 
things.

When I talk to my adult friends they smile when I ask them a question 
in return. “Do you remember what it was like when you were a child 
and every tree, every stone, every stream, had its own personality?” I ask. 
Everyone remembers this, and almost everyone has forgotten what it 
feels like, as culture, painful experience, greed, pride, and lack of cultiva-
tion tears this joy away from them. This joy is the very thing I usually see 
lacking in my academic colleagues—in fact in the whole population of 
humans around me—because we have elevated the pursuit of happiness 
(with the attendant greed and pride that Western culture values) above 
the experience of joy.

I will clarify that the joy I am talking about, as I said above, is not the 
same as happiness. “Happiness,” I believe, is something individual and 
therefore as much an illusion as separate personhood. Joy, on the other 
hand, is collective and recognizes that there is no one, separate entity 
that stands alone: we are every breath, every sip, every bite, and every 
moving, soulful atom of each other.

Those breaths, sips, bites, and moving, soulful atoms were alive and 
palpable at the conference that gave birth to this book. Those who con-
tributed to this volume and participated in the conference have shared 
with a great openness; they are exceptional people in that they have 
approached the phenomena of autism, multi-level sensitivities, the cur-
rent environmental challenge, and questions about human values and 
action with sincere equanimity.

Like so many previous endeavors, this volume and the conference that 
birthed it could have offered prim treatments about the isolation, the 
perseveration, the crippled communication of people on the spectrum, 
and nothing about the same elements in the lives of the people writing 
about “the other.” Those contributing to both could have hidden their 
own passion and spiritual involvement in their work, could have dimmed 
the lighted threads that they saw firmly binding small ideas to infinite 
ideas.

What makes me proud to be a part of this present endeavor, to 
have been witness to this unfolding project, is that people were brave 
enough to talk about and experience these connections and the joy they 
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ultimately bring. Sometimes each having to embrace the kind of potential 
social, physical, and emotional discomfort that people on the spectrum 
also face (and for similar reasons). We all endeavored, in the wise words 
our friend Enrico Valtellina shared at the workshop, to “strip bare what 
we think we know—inviting us … to re-view and reconsider what we take 
for granted about seeing, interpreting, and problematizing”—not only in 
regard to the phenomenon of autism, but every component of living.

Several examples stand out to me as examples of the connection 
between the self, the environment, and the great family of all sentient 
beings.

Elizabeth Fein shares that to her, autism is “a mode of engagement 
with the stuff of the world.” She talks about “permeability” as an essen-
tial quality of autism. But further, she talks about the permeability of 
herself, as well as other people around her. With a rare frankness she 
shared some of her own traits that might be considered “spectrum” in a 
certain context and is not afraid to say that her sense of self, her physical 
body, and her body of work are all inseparable from those phenomena 
she studies. She discusses the idea of spectrum phenomena as a kind of 
disease of modernity—not that the individual him or herself is flawed—
but that the context of modern life, as well as a polluted and toxic envi-
ronment skew otherwise gifted ways of being sensitive in a living world.

And while she is beautifully articulate—allowing her inner poet to 
bring new dimensions to the scientific findings she describes—in the 
end she humbly acknowledges that words will never substitute for lived 
experience.

Many others, while also acknowledging the limitations of the spoken 
and written word, brought dynamic new ways of seeing spectrum phenom-
ena and the global context it manifests in. Lima, Cascio, Andrada, Bezarra, 
and friends talked about the alleviation of suffering and the instilment of 
a life of meaning with the de-institutionalization of people on the spec-
trum—while underscoring the reality that the academe is also an institu-
tion. Lima et al. shares with us the history of the “warehousing” of people 
on the spectrum and how advances in evaluation, treatment, and mode of 
living have led to unfolding approaches that “encourage the respectful con-
sideration of differences” and respect “multiple forms of being human.” 
Social integration and collaboration blur the hard edges between individu-
als and urge a society that thrives like a living organism. Cascio et al. shared 
the Italian concepts of relazionale, evolutivo, and umanista, as a platform 
for considering the relational and evolutionary aspects of difference, and  
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what it means to be human. They assert the importance of “profoundly 
questioning power relations within and outside” (this volume, p. 56) the 
monolithic cultural and academic structures we have constructed.

In her work that also advances the same awareness of power imbal-
ance, Clarice Rios talked about the importance of reinventing autism 
expertise(s) by embracing and enfolding lived experiences, the impor-
tance of keeping lived experience alive in its local context while extrapo-
lating its value to the wider world. She reminds us that autism expertise 
is a “network property” that is inclusive, multi-layered, and facilitates 
flow (this volume). There is danger in handing our power over to those 
who are designated as experts by a closed system that arguably has its 
own agenda. In order to move away from being consumers of products, 
we can blur the boundaries between us to manifest a co-production of 
shared knowledge, insight, and wisdom in vibrant sociocultural matrices. 
She reminds us that in a world of specialization, compartmentalization, 
and expertise—what we might call enforced disconnection—we are all 
experts on being ourselves. On being living beings. From the microcosm 
of spectrum people to the larger world, it is a natural step to uncover 
our expertise in the connections that sustain us and the ways we impact 
everything around us. In this way, what is asked of people on the spec-
trum is expected from everyone.

Other contributors to this project are keenly aware that the power 
vested in “experts” or in the hierarchies that create them are at best out-
moded and at worst destructive. Like Rios, they offer the observation that 
those not in power are forced to meet the minds of those in control far 
more than half way to be considered worthwhile. In varying ways, they 
have all made it clear that we can replace the word “autism” with “being 
a living being.” When Roy Richard Grinker asks, “who owns autism?” 
we are asking “Who owns human experience?” Those who have con-
tributed here would say that we all own it collectively. We can all identify 
with archaic nature, its simple joys and visceral pain, its howling loneliness 
against the paradox of its absolute connection. We all embrace a deeper 
economy of natural connection. In this work is the implicit understand-
ing that there are no lines to draw as we face and solve all the challenges 
inherent in human exchange, in human impact on everything around us.

Promoting this idea, Michael B. Bakan puts forth that we need to 
“look at old challenges in new ways” that utilize and inform society, cul-
ture, medicine, and politics. In this way, he says, we enable the living web 
to maximize its potential. His modes for this engagement are perhaps the 
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most primal, as he provides opportunities for people—spectrum and oth-
erwise—to literally make music together. He offers his gifts—his drums, 
his heart, his safe places, and vision—and steps back to allow the living 
web to grow organically. The results are genius. The films he showed us 
at the conference were deeply moving as we watched people who feel 
isolation as a daily weight break free to find their own rhythms become 
vital in a harmonious whole without losing their distinctness. I watched 
him do this same thing with a large group of people who showed up to 
the public event portion of our conference. Many people from the com-
munity showed up, looking to find experts on a stage, only to be gath-
ered into a group experience of sound and connection while Michael led 
them in a primal beatbox style. These experiences moved our common 
academic assertions from the realm of the cerebral into that of the lived. 
All the Big Ideas we have shared here can be moved from the philosophi-
cal to the practical in such ways, and countless others.

I have (half) joked in the past that people invite me to conferences 
because I can get away with saying things that people restrained by aca-
demic convention cannot say themselves. Privately, they agree with me 
that we are all connected—people, other animals, the planet, and even 
the universe itself. They agree that only from a holistic standpoint can 
any of our current challenges be solved, whether we are contemplating 
autism or any other ground of being human that demands reflection and 
action. Prior to my experience of the conference, I had always found that 
my colleagues felt too constrained by social norms, personal fear, or aca-
demic convention to approach their areas of interest with a real sense of 
child-like wonder or even true open-mindedness. Research that seeks to 
involve itself with the real sensations of connection is verboten. We have 
been taught that it is not professional to feel.

I am so proud to say that my colleagues here know, and have pro-
claimed both academically and publicly, that we fool ourselves when we 
pretend not to let our emotions—our connections—get in the way of 
our “work.” We are being less than alive when we try not to let our pas-
sion, our excitement—our joy—influence the experience of being one 
with what we study and find its way into our work. Time after time my 
heart has broken for the academic representative (or cultural participant 
in general) that is grim, disconnected, and suffers at the hacking edges 
of facts. Devoid of joy we say they are “serious” about their profession. 
In fact they are depressed, isolated … disabled. That is an important 
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realization to face, especially as we define what disability is in the first 
place. I reflect on the reality that as academics we write reams of dead 
papers, made from dead trees, about disability, depression, or disconnec-
tion (the present example being autism) and how to treat it, but avoid 
talking about the crippling effects of the standard academic approach. 
Certainly we write and speak nothing about joy and how to find it, how 
to share it.

This reality does not just lead to the suffering of the individual. Our 
academic disconnection has set the stage for precedents that are not just 
ironic, but also cruel. I once heard a researcher many years ago speak-
ing at a conference who was detailing his manipulation of empathetic 
responses in non-human primates in his lab—those showing the most 
empathy were then killed and their brains dissected so that he might look 
for the roots of that empathy. (See Roy Richard Grinker and Jurandir 
Freire Costa’s comments on “weak central coherence theory”).

When we talked about themes for this volume, based on what we 
learned at the conference, the word “psychic” came up for the first time 
in my experience as an academic. We let it hover at arm’s length for 
awhile, and then moved in favor of “synergistic.” We grappled with the 
fact that there is scant academic language to frame the transforming and 
revolutionary components of our ideas, exchanges, and shared vision. 
“Synergistic” was a good choice of words, but I think we should also 
have mentioned joy as an explicit product of that synergy. The confer-
ence—and this resulting volume—is an exercise in synergistic joy.

In the world of autism experts, it is often claimed that autistic people 
“can’t see the forest for the trees.” Once again replacing “autistic peo-
ple” with “living beings,” I would point out that in being the kinds of 
people we are we have ignored the trees and destroyed the forest both 
figuratively and literally. But there is hope.

One of the mothers in Ariel Cascio’s study summed up her own hopeful 
belief in connection, saying, “don’t take away the respect that each of us 
on this earth deserves” (this volume, p. 75). Her words extend to all on 
this island—humans, other animals, trees, water, rocks, the earth itself. Can 
we commit to the discomfort of immediate awareness? Can we willingly 
engage in the sacred compromise that enables all to survive and flourish? 
I thank those who contributed to this volume for saying yes to that ques-
tion. I hope the reader also replies in the affirmative. In the end, we can all 
become the people we would choose to be on this joyful island with.
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