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Introduction
A Discussion of Methods

Auwtism and the Myth of the Person Alone is a qualitative study in
which people classified as autistic are primary, contributing authors. Un-
like any prior research, it draws on the perspectives of people who have
previously been perceived as both autistic and retarded and is written
from a critical disability studies framework. A basic premise of the book
is that people classified as autistic, even those who cannot speak, are
thinking people with ideas about their lives and their relationship to the
world. I call this orientation the presumption of competence. The wisdom
of this lens will become clear with the contributed chapters, for each of
the authors describes autism as a social construct behind which lie com-
plex and layered relationships between individuals and society. Autism
and the Myth of the Person Alone is an optimistic exploration of the mul-
tiple meanings of autism and both the possibility and the reality of inclu-
sion for people classified as autistic. It challenges one of the most basic
tenets of autism, the one implied by the root of its name; that the person
classified as autistic is, and perhaps is content to be, alone.

The book is based on more than two years of qualitative research that
included solicitation of autobiographical accounts, interviews and con-
versations, e-mail correspondence, and participant observation (Spradley
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1980; Bogdan and Biklen 2003). Two of the eight chapters are con-
structed directly from interviews. Four of the chapters are narrative ac-
counts that reflect on themes that the editor and the contributors dis-
cussed over many months and, in several cases, years. Although there are
ethnographic elements to these works—the authors reflect on the classi-
fication of autism as well as on their own experiences within cultural con-
texts (e.g., national contexts such as India, England, Italy, Australia, and
America, and institutional locations such as residential institutions and
public schools)—they are not presented as #he culture of autism or even
the meaning of autism in particular cultures. While it is true that these
works focus on “experience and the everyday,” what Willis refers to as
“the bread and butter of ethnography,” these works were not written
with an eye to formulating full-blown ethnographies (Willis 2000, p.
viii). Instead this book is a collection of first-person accounts that exam-
ine everyday life as well as watershed events and that draw on the au-
thors’ critical awareness and interpretations of culturally constructed
concepts such as autism, disability, normal and abnormal, inclusion and
exclusion.

In addition to the contributed chapters, which were conceptualized
collaboratively between the editor and the authors but wholly written by
the contributing authors—in several instances the authors draw on ma-
terials written prior to this project—the book includes a review essay
(Chapter 1) on meanings of autism, taking in both its public and profes-
sional representations. Preceding each contributed chapter, I provide an
introduction with an explanation of the process that led to the chapter
being written, as well as of the editing process. A concluding chapter ex-
plores practical implications of the contributors’ perspectives on autism.

Prevailing modes of research in autism are quasi-experimental and
biomedical /neurological. Given that this book presents firsthand narra-
tives, it differs significantly from the dominant literature on autism. Yet
readers will find that a number of the themes—for example, motor plan-
ning difficulties, intellectual activity, obsessions and compulsions, anxi-
ety, and extreme sensory sensitivities—relate to (and may confirm, ex-
tend, or contradict) issues being addressed through the prevailing re-
search methods. Perhaps more important, however, Autism and the
Myth of the Person Alone brings a new dimension to the literature, in-
cluding the existing autobiographical literature in autism, by focusing



Introduction: Discussion of Methods

specifically on the perspectives of individuals who traditionally have not
been published, if mainly because they were seen as being unable to say
more than individual words and phrases or short sentences and to par-
ticipate in free-flowing conversation, and who all need support from
other people in order to participate in everyday social situations.

I began the research for this book with the phenomenologist’s as-
sumption that autism, like any topic, is not knowable in a definitively
objective sense. If, for example, I observe a thirty-year-old clutching a
stack of books and then leafing through them at a rapid pace, all the
time humming and seemingly not responding to the people and hap-
penings around her, what am I to conclude from this about autism? Is
the person nervous? Is the person involved in a repetitive and meaning-
less exercise? Is the stack of books the equivalent of a favorite blanket? Is
the person reading or scanning the magazines, or perhaps listening to
the sound of the pages turning? Is the humming a way to block out dis-
tractions that may cause anxiety? Is the clutching of books akin to a
smoker chain-smoking or a professor tapping his leg nervously during a
faculty meeting? The point is that autism is a list of symptoms or behav-
iors or representations that can be studied and discussed, but it is not
knowable as a truth. It must always be interpreted. Qualitative re-
searchers speak of seeking multiple truths. That is, I can study what
autism means at this time, to particular people, in given contexts, know-
ing that my understanding may change as I become aware of other per-
spectives and am affected by new experiences and contexts. I am obliged
to welcome complexity, even contradictions, as they arise. In sum, I
want to consider autism’s layered, subjective identities. And most of all,
I want to know how people who have been classified with autism inter-
pret themselves and the world.

Most studies and representations of autism are based on deductive
analysis. This book represents a different tradition, inductive research
using qualitative inquiry. It involves spending time in the field; collect-
ing data (e.g., interviews, documents) systematically; interacting with
people; seeking multiple interpretations of events; coding, sorting, and
analyzing data; interpreting data in relation to cultural ideas; and formu-
lating hypotheses, interrogating hypotheses during the research process,
and developing theoretical understandings. It emphasizes meanings that
people give to concepts and events (e.g., autism, competence, indepen-
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dence and dependence, sensory awareness, communication). While con-
tributors’ narratives raise issues that touch on and may resonate with re-
search in the fields of psychology and medicine, my focus is on autobio-
graphical narratives themselves, others’ interpretations of previously
published autobiographical accounts, and cultural representations/per-
ceptions of autism. From this analysis, I then consider, in a concluding
chapter, possible implications for educational, therapeutic, or other
human service practice as well as for general social interactions. The in-
tent is not to privilege the narratives of people classed as autistic—except
that I do put them in the foreground, which is important inasmuch as
they are most affected by the classification and since their voices have
been so often absent in professional narratives—but to hear firsthand
perspectives, to examine them in the context of prevailing ideas about
autism, and to derive lessons for practice.

Early in its development as a method of social science, qualitative re-
search was characterized by Glaser and Strauss (1967) as “grounded re-
search” in the book The Discovery of Grounded Theory. This referred to
the notion that the research involved collecting data in everyday, natu-
ralistic environments; analyzing data in the context of others’ accounts;
developing hypotheses; secking new data to challenge or adjust hy-
potheses; and developing theory. It suggested that researchers could
build understanding from the ground up (Strauss and Corbin 1998).
Recent investigations that have relied on the grounded-theory approach
have addressed such diverse issues as perinatal crack cocaine use (Prus-
ley-Crotteau 2001), the effects of civil war on social networks in El Sal-
vadoran neighborhoods (Oakes and Lucas 2001), women’s caregiving
with patients who have AIDS (Bunting 2001), resettlement of Bosnian
refugees in the United States (Matsuo, Garrow, and Koric 2002), and
stepfathers’ experiences with claiming stepchildren as their own (Mar-
siglio 2004). Kliewer has spoken about the method’s focus on “local
knowledge” (see, for example, Kliewer 1998) in reference to voices that
are often absent in deductive research. To the extent that the grounded-
theory method may also capture cultural contexts and everyday practices
within its lens, it is often also referred to as ethnography (Atkinson
1990; Willis 2000). Often researchers participate in settings as they ob-
serve and record, thus giving rise to yet another term for this kind of in-
quiry: participant observation (Bogdan and Biklen 2003). As I have
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suggested above, this book comprises elements of these traditions,
though most obviously it is a collection of first-person accounts, where
each contributing author interprets the disability category known as
autism. The authors do so in the context of everyday situations, within
institutional constraints of human service systems and public policy,
under the shadow of popular and professional scientific representations
of autism and disability, through their social relations with family and
friends as well as with strangers, and by reflecting on their own personal-
ities. In these ways, their accounts also contribute to the literature on
identity (Vryan, Adler, and Adler 2003).

Doing qualitative research requires practitioners to acknowledge the
difficulty of describing and interpreting without objectifying or speaking
for others. On the surface, at least, this book might seem to avoid that
problem inasmuch as it creates a venue for people to speak for them-
selves, through their own narratives. But it is not so simple. This book
invites all the same challenges that attend any qualitative research. First,
I do not assume that the perspectives of a person classified as autistic are

<

especially “authentic,” for this person, like anyone, lives in the world, is
affected by available ideas and language, and is not any more context-
free than the next person. The fact that an account is personal and based
on lived experience does not make it “true” in the sense of being objec-
tive (i.e., not subjective) or wholly divorced from “public” understand-
ings, “the interior” in contrast to “the exterior” (Atkinson, Coffey, and
Delamont 2003, p. 139). As Atkinson, Coffey, and Delamont note,
“The expression of ‘experience’ never escapes the shared cultural frame-
works” (2003, p. 140). So it is important not to treat the voice of the la-
beled person as uniquely “valid,” or as the essential experience. Yet, at
the same time, hearing perspectives that have been less available is im-
perative from the standpoint that it allows for an expanded dialogue
with prevailing ideas, and as a matter of equality. This is the meaning of
the disability-rights community’s clarion call “nothing about us without
us” (Charlton 1998).

Similarly, in Chapters 1 and 8 and in the introductions to contribut-
ing authors’ chapters, I do not assume that my writing is in some way
neutral. I, too, am situated. I must ask, for example, what is my relation-
ship to the contributing authors? Can I examine the concept of autism
without recreating the unequal, clinical relationship of doctor to client,

5



Introduction: Discussion of Methods

teacher to student, or researcher to subject? I hope so, and I certainly
try to, but I know that I must continually question how I may have
taken up particular culturally dominant ideas about autism as if they
were truths. How do I interpret the contributors” words? What context
do I provide in terms of the literature I cite, the issues I choose to high-
light, and the conclusions I draw? What devices do I employ to establish
authority for my arguments? There is also the question of how I decided
whom to include in this book. Then there is the matter of what form au-
thors’ narratives take. Who decided about the authors’ topics? What was
the editing process between contributing authors and me, the editor?
Moreover, how will readers interpret these works? These are all ques-
tions that followed me around as I planned and worked on this manu-
script, and I suspect they are questions that readers will ask as well. For
this reason, I want to briefly describe the process I used—"method,” if
you will.

An obvious issue is “Who do the contributing authors represent?” I
will not make the case that they are typical of all people on the autistic
spectrum or even of a particular subgroup within those so labeled. At
the same time, I do not believe that these authors are necessarily funda-
mentally different from other people I could have interviewed. Yet they
do fit a certain profile I had in mind when I recruited them to this pro-
ject. I introduce them more fully in Chapter 1 and then again in intro-
ductions to their chapters. They, in turn, introduce themselves through
their accounts. But even before I met them I had identified certain qual-
ities that led me to them. I knew, for example, that I wanted to inter-
view people who self-identified as autistic and/or who had been for-
mally diagnosed as autistic, and who had at one time or another been
thought of as significantly impaired, to the point of having been given
poor prognoses for education and participation in intellectual life; it is
noteworthy, however, that a few professionals and certainly some par-
ents did see intellectual ability even if many professionals did not. The
particular background experience of the authors is revealed in their
chapters. As I describe later, I also sought participants who had already
established themselves creatively (e.g., as writers, public speakers, or
artists). At the same time, all the authors still struggle in many aspects of
their daily lives, even though in other ways they are seen as very accom-
plished. My expectation was not that I would discover a particular
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“truth” about the concept of autism, but that through my interactions
with the contributors and through their writing this book would suggest
ways that people classified as autistic negotiate their place in the world,
and that this analysis would suggest new or adjusted ideas about autism,
inclusion, and representation.

The contributing authors were not drawn randomly to this project.
They are, instead, a purposeful sample. My criteria for inclusion in the
book were stringent, and hence the group from which I invited the con-
tributors was relatively small. Several of the authors are people I had met
previously at conferences, and in one case while pursuing another re-
search project. Others I learned about from colleagues in the field of
autism.

The contributing authors, like any authors, occupy a particular his-
torical moment and traditions, and thus readers cannot expect that their
accounts are definitive. As Gallagher (1999) has explained, “the contex-
tual complexity of the discursive community is invisible” (1999, p. 76),
so the role of critical inquiry is to make it visible. True, the contributing
authors’ narratives are accounts of living with disability and disability la-
bels, but they are also their understandings about living where they do,
amid social forces they encounter, embedded in culture, and about
whatever histories they have had. Several of the authors, for example,
developed the ability to communicate through typing just as they were
entering their teen years. Presumably their accounts would have been
different had they been able to converse earlier in life. All but one of the
authors were denied entrance to academic instruction with their nondis-
abled peers in typical schools during the time that they were of primary
school age. Thus they and we might ask, how different would their ac-
counts be if they had been welcomed into and supported in inclusive
schooling? The social justice elements of their narratives are more surely
a reflection of their experiences with prejudice, discrimination, and
stereotyping than they are a reflection of particular aspects of disability.

Explaining who the contributors are gives me reason to pause, for
while I have images of each that I can rerun in my mind as I introduce
his or her chapter (e.g., moments we shared), my dilemma is to convey
pictures of the contributors without objectifying them.

A significant criterion in selecting contributors was that they had to
be individuals who had developed an independent way to communicate,

7
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either through speech or through writing and typing; I wanted readers
to be confident that the words they would be reading were those of the
individuals classified as autistic and not my or other people’s interpreta-
tions of them.! Two of the authors could do some handwriting in their
carly years to form both words and short sentences and could also point
to letters on demand and could say and read words aloud. One reports
that he could move plastic letters around to form words, move word
cards to form sentences, and answer questions for assignments by point-
ing to letters and numbers as well as to words. All the other authors
could eventually communicate by pointing at words and letters or by
typing on computers and other communication devices. Their use of
augmentative and alternative communication (AAC, sometimes referred
to simply as augmentative communication; Beukelman and Mirenda
1998; Crossley 1994) allowed them to convey complex messages that
they were unable to convey or have understood through their speech
alone. Some of the authors describe having learned facilitated commu-
nication, a method that involves using physical support to aid individu-
als with autism and other developmental disabilities who have unreliable
pointing skills to communicate by pointing. Others learned through in-
formal methods that their parents and teachers developed, such as
pointing at letters and words on cards; they remember being able to
point and to make choices or to select letters and words on communica-
tion boards and then later becoming proficient at typing on a computer
or communication device (e.g., a Lightwriter) or at independent hand-
writing.

Controversy has swirled around the method of facilitated communi-
cation because it has been shown that a facilitator’s physical touch of the
typist’s hand or arm could influence the person’s pointing, and because
a number of studies failed to validate authorship (Bebko, Perry, and
Bryson 1996; Bomba et al. 1996; Cabay 1994; Crews ct al. 1995; Eber-
lin et al. 1993; Klewe 1993; Montee, Miltenberger, and Wittrock 1995;
Moore et al. 1993; Regal, Rooney, and Wandas 1994; Shane and Kearns
1994; Smith and Belcher 1993; Szempruch and Jacobson 1993;
Wheeler et al. 1993).2 Each of the above studies used one basic type of
assessment, namely, message passing; the person being assessed was
asked to convey information that could not be known to the facilitator.
Other studies, using a range of test situations as well as linguistic analysis
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and documentation of physical, independent-of-facilitator typing, have
successtully demonstrated authorship (Broderick and Kasa-Hendrickson
2001; Calculator and Singer 1992; Cardinal, Hanson, and Wakeham
1996; Emerson, Grayson, and Griffiths 2001; Janzen-Wilde, Duchan,
and Higginbotham 1995; Niemi and Kirni-Lin 2002; Rubin et al.
2001; Sheehan and Matuozzi 1996, Tuzzi, Cemin, and Castagna 2004;
Weiss, Wagner, and Bauman 1996; and Zanobini and Scopesi 2001).
The studies by Cardinal and his colleagues (1996), Sheehan and
Matuozzi (1996), and Weiss, Wagner, and Bauman (1996) all involved
message-passing experiments, but unlike many of the assessments in
which individuals failed to demonstrate authorship, these involved ex-
tensive testing sessions, with the possible effect of desensitizing the sub-
jects to test anxiety. The other studies noted above in which individuals
have successfully demonstrated authorship involved unobtrusive assess-
ments such as linguistic analysis, statistical analysis of word selection,
and independent typing after a period of facilitated typing. Controversy
over the facilitated communication method has continued, with some
reviewers claiming it has no benefit and may be harmful (e.g., Mostert
2001); others arguing that criticisms of the method are reflective of a
tendency within disability fields to equate problems of speech with intel-
lect (Borthwick and Crossley 1999; Mirenda 2003); and others suggest-
ing how parents and practitioners should address any contested methods
of education or communication training (Duchan et al. 2001). In light
of the controversy, this book includes individuals who can type without
physical support or who can speak the words they type, before and as
they type them and after they have typed them. Beukelman and Mirenda
(1998) state that “in regard to a small group of people around the world
who began communicating through FC (facilitated communication)
and are now able to type ecither independently or with minimal, hand-
on-shoulder support . . . there can be no doubt that, for them, [facili-
tated communication] ‘worked,” in that it opened the door to commu-
nication for the first time. . . . For them, the controversy has ended” (p.
327). Several of the authors included in this book have published ac-
counts of their emergence into independent typing (Blackman 1999;
Mukhopadhyay 2000; Rubin et al. 2001), and one is featured in a re-
search article on learning to speak after first learning to type (Broderick
and Kasa-Hendrickson 2001). The one exception to this independent-

9
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typing-or-speaking criterion is the artist Larry Bissonnette, who at the
time of writing for this book could type with a facilitator’s hand on his
shoulder and lifting off the shoulder—giving him confidence and focus.
He does, however, paint without any physical support, and his artwork
is the core of his chapter; his writing consists of titles and brief, autobio-
graphical commentary to the pictures.

Another criterion for selecting authors was location. I wanted to in-
clude people from different countries, in part to expand the social and
cultural contexts in which to see autism but also to acknowledge that
autism discourses are not circumscribed by national borders. The con-
tributors are from Australia, England, India, Italy, and the United
States. They include two college students, one student who is waiting to
enter a university, a secondary school student, one student who has been
home-schooled due to the fact that he was not accepted at traditional
schools, a university alumna who is a graduate student, and an adult
who is an artist. I was interested in including people who had published
other work to which the contributions in this book could be related.
Four of the authors, including Bissonnette, have been featured in docu-
mentary films (Wurzburg 2004; Kasa-Hendrickson, Broderick, and
Biklen 2002; Terrill 2000; Mabrey 2003; and Biklen and Rossetti
2005), and so their ability to communicate can be observed. And all the
contributors have given addresses to professional and other conferences
and will presumably continue to do so; thus readers may have opportu-
nities to view and hear their presentations. Beyond being purposeful in
selecting contributing authors, I followed what has been described as
the “optimistic approach” (Bogdan and Biklen 1998, pp. 220-221.)
This involves the researcher deciding to look at situations that others
have identified as “successful” and then learning from them. Whereas
many researchers might ask, “Can all people classified as autistic learn?”
or “Is inclusion in school and society a good idea?” the optimistic ap-
proach assumes that such questions cannot be answered empirically, and
even if they might be addressed in the light of empirical evidence, these
are “not the right one[s] to ask” (Bogdan and Biklen 1998, p. 220).
They are doubting questions. More optimistic questions would be
“How do people classified as autistic achieve inclusion, and what does it
look like?” or “How do people classified as autistic experience learning
to read or to converse?” My main question was quite broad. I asked sim-
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ply: What can I learn about autism and about the participation in
schools and other social settings from people who by all accounts have
done well in this regard? By selecting contributing authors who have
achieved a great deal, I hoped they might explain or at least hint at new
ways of understanding autism.

Having recruited the authors, I turned to what qualitative researchers
do: participant observation and extensive interviewing, transcribing, and
interpreting. I systematically explored themes that they raised in their
earlier writings and in their correspondence with me, or that had ap-
peared in autobiographical accounts by others and in observational ac-
counts by earlier researchers who were the first to describe autism as a
clinical category (e.g., Kanner 1943 /1985 and Asperger 1944 /1991).
The nature of this work is not to impose particular understandings but
rather to have topics or themes emerge from the contributing authors’
accounts and then to interpret these ideas in relation to other ideas
(e.g., other research, particular theories of autism, cultural representa-
tions).

It is inherently challenging to do qualitative inquiry in a field as
highly medicalized as autism, for most of the language of the field as-
sumes a shared, normative perspective of an observable reality. It is com-
mon in scientific accounts of autism to treat autism more or less as a rel-
atively stable concept. For example, researchers will describe it as com-
prised of a triad of deficits, for instance, involving social interaction,
communication, and imagination (Frith 1989). Or they may point to
the American Psychiatric Association’s definition in DSM-IV to say what
autism #s: “(1) qualitative impairment in social interaction” evidenced by
impairments in such nonverbal forms of communication as facial expres-
sion, eye gaze, social give-and-take, and sharing of interests or enjoy-
ment; “(2) qualitative impairments in communication” evidenced by de-
lays in or lack of spoken communication, problems initiating conversa-
tion, stereotyped language, absence of or unusual “make believe play or
social imitative play” suited to the person’s age; and “(3) restricted
repetitive and stereotyped patterns of behavior, interests, and activities,”
as seen through preoccupations in one or several seeming stereotyped
actions, seeming inflexibility with regard to routines, adherence to
seemingly nonsensical routines or ritualistic actions, stereotyped behav-
ior such as hand flapping, and “persistent preoccupation with parts of
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the body” (American Psychiatric Association 2000, p. 75). Here, words
that may have been intended as descriptive are judgmental. Calling an
action “ritualistic” is different from calling it “consistent,” and labeling
an action a “persistent preoccupation” is different from “strong inter-
est.” Referring to an absence of or impaired “imagination” is more
problematic still, for it implies the author’s ability to know what the
other person is thinking. Even saying that a person “is autistic” could be
problematic if the person does not chose the label and if the labeling im-
plies that autism is a tangible reality. So, from an ethnographic inquiry
point of view, even talking about autism becomes difficult.

I learned that lesson during the course of writing this book when one
of the contributing authors objected vigorously to my using phrases
such as “people with autism” or “autistic persons,” preferring instead
phrases such as “classitied autistic” or “diagnosed as being on the autis-
tic spectrum,” thus keeping in the foreground recognition that autism is
a concept developed and applied, not discovered. Consequently, I found
myself, in the latter stages of manuscript editing, scouring the parts of
the book that I wrote to make this change. I know other people who
embrace the term awutistic or auntie, just as some individuals with physical
disabilities have embraced the term ¢7zp, and so I know there is no
agreement about best language. Again, I decided in favor of not labeling
people myself but instead referring to labels that others had applied,
feeling that anyone should have the right to decide to self-name, espe-
cially if a label might be interpreted pejoratively. Throughout this re-
search, I found I had to remind myself not to interpret events or actions
as indicative of autism, though such deterministic reductionism seemed
ever available in the medicalized field of autism. As Gallagher (1999) ex-
plains, a critical perspective recognizes that “mainstream texts of a dis-

bl

course community” are “social artifacts,” and as such are part of the
“meaning-making system” that we inherit. Our role is to see these texts
not as natural but as social constructions. The ethnographer’s obligation
is to try to understand lives and ascribed meanings “within their respec-
tive and collective contexts” and to theorize this understanding (Cole
and Knowles 2001, p. 11). The qualitative researcher’s role as inquirer
about the other person’s perspective and the other person’s understand-
ings proved to be a workable protective strategy against imposing my

own or, worse yet, the autism field’s dominant interpretations on events
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or actions; I will not claim to have avoided this entirely, but it was a con-
stant goal.

Take the example, for instance, of an interaction I had with Tito
Mukhopadhyay about his fear of riding in cars. As hard as I tried to
imagine what it was that frightened him—possibly the change of rou-
tines of moving from walking to riding, or the speed of the car, or the
fear of oncoming traffic—I could not know unless he could figure it out
and tell me. I was especially at a loss on this matter of riding in an auto-
mobile, because in contrast to his apparent fear of cars, he seemed per-
fectly comfortable when he and I and his mother rode through the city
of Bangalore in motorscooter-powered, open-air, three-wheeled trans-
ports; these secemed to me far more flimsy and potentially dangerous
than riding in a car. But any hypothesizing on my part about what Tito
experienced or felt would be just that: hypothesizing. Even worse, as
Gallagher explains in her analysis of student behavior, the tendency of
the outside observer may be to impose explanations that originate in the
dominant narrative of the discourse community, for example, among
school psychologists and their research literature. Gallagher explains
that “what a behavior may mean to a student is ignored or marginalized
as unimportant” (p. 79); this is reminiscent of Fine’s (1991) analysis of
school “dropouts,” where she found students’ explanations of why they
left high school were widely at odds with school officials’ understand-
ings, with students often feeling unwanted and pushed out, “discharged
coercively” (p. 79). Equally worrisome, Fine notes that the students
who stay in school and are defined as behaving, or as one teacher in
Fine’s study put it, “quiet” (p. 137), may have reached a point where
they “dare not speak on behalf of their own collective interests” (p.
137). In the case of Tito’s fear of car travel, he eventually explained that
when traffic flowed from the opposite direction, at a rapid rate of speed,
his sense of depth perception failed him; also, he said that the rushing
sound of the air from outside the car bothered him.

The ethnographer’s role by definition is to focus on gathering, not
suppressing or ignoring, the other person’s interpretation of events.
Duchan (1998) explains how this would work in regard to autism when
she writes that “in no case should a behavioral description be seen as the
only possible ‘true’ rendition of a behavior” (p. 108). Even descriptions
are not “objective reports,” she warns, for here too the observer has “se-
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lected and interpreted in light of a prevailing theoretical paradigm or
discourse agenda” (p. 102). Autism, Duchan reminds us, “like other
categories of disability, is based on a particular and fluctuating construc-
tion of reality, varying with one’s goals, audience, frame of reference,
and point of view” (p. 108).

To set the context for discussing autism, the book includes analysis of
prevailing theories of autism. It acknowledges the historical roots of the
concept as well as autobiographical accounts by people with autism
whose speech is relatively unimpaired. It references quasi-experimental
as well as ethnographic narratives and notes varying official definitions
of autism, including diagnostic information generated by official bu-
reaucracies. Drawing on these traditions, however, I attempt to ap-
proach them critically by examining their embedded assumptions. Not
only did I want to explore how the idea of autism was formulated and
used; I wanted to know what metaphors had arisen in relation to it, and
how and why ideas about autism have shifted. I want not to presume the
correctness of current language or definitions or to treat them as having
objectively captured reality. Thus I read texts about autism with a critical
eye to the adjectives that authors use, asking myself the meaning of an
expert saying that “knowing seems beyond most children with autism”
(Baron-Cohen 1996, p. 77) or that “mental state terms” are “tragically”
missing in children with the autism label (p. 84). As I reviewed various
accounts, it became obvious that in speaking about the idea of autism,
rescarchers often lapsed into speaking for the labeled person. This is evi-
dent even in the first attempt to define autism, when Kanner
(1943,/1985) declared that a student “does not observe the fact that
anyone comes or goes” (p. 12), that a student “paid no attention to per-
sons,” that a student’s remarks were not “meant to have communicative
value” (p. 24), that a student had “no affective tie to people” (p. 24),
that a student could not “associate his misconduct with his punishment”
(p- 12), and that a child dreaded “noise or motion that intrudes itself, or
threatens to intrude itself, upon the child’s aloneness” (p. 44). Similarly,
Asperger (1944 /1991) said of one of his clients, Fritz, that he “was not
interested in” other children, that he “had no real love for anybody,”
and that he did not “know the meaning of respect” (p. 40). Speaking
more generally about people he classified as autistic, Asperger con-
cluded, “They have a genuine defect in their understanding of the other
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person” (p. 81). Acknowledging that no person can know what another
is feeling or thinking unless the other person can express his or her inner
experience, this book asks people with the autism label to name and de-
scribe their own experiences and perceptions. These insider accounts
(i.e., autobiographical accounts of people who have been classified as
autistic or as autistic and with another disability) are thus juxtaposi-
tioned to professional explanations of autism. This is a standard ap-
proach in much ethnographic research, where the researcher seeks in-
sider perspectives and holds them up to official narratives, in effect ex-
posing the contradictions, even fictions, that inevitably surface.
Collecting and reporting interviews and autobiographical accounts
involves composing narratives that follow particular traditions and may
challenge or shift others. At times the narrative may feel intimate, at oth-
ers removed and more obviously observational, as from an outsider
viewpoint. At points, the text may follow an expected course, for exam-
ple, a chronology of events over time, or familiar topics related to autism
that seemingly match often-discussed topics in the field. In short, there
is no avoiding the fact that while the book may deliver new insights, it
will certainly reproduce some formats or conform to certain conventions
in existing literature. Yet, throughout, following Atkinson’s advice in
The Ethnographic Imagination, 1 attempt to live the phenomenologist’s
appointed role of looking critically, of asking what assumptions underlie
the tendency to follow certain formats or to visit particular topics.
Naturally, in those instances where the chapters take the form of in-
terviews, I had to create a context within which the authors might share
their perspectives. In these, I tried to reference my questions either to is-
sues the contributors had raised in their own, prior writing or to other
autobiographical narratives. As the authors provided their accounts, I
pursued specific themes through follow-up questions. For instance, it an
author said she often failed to accomplish certain tasks because of motor
difficulties, I asked for examples of the tasks and a description of what
she meant by “motor difficulties.” Much of my editorial role was to ask
clarifying questions, usually to secure more specific, illustrative exam-
ples. This is a typical role for the qualitative investigator; the researcher
seeks as much as possible not to assume what people mean but to have
them provide enough detail that the reader can be confident about the
meaning the researcher might ascribe in his or her interpretations.
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As I describe in the introductions to particular autobiographical
chapters, my role as editor was in some instances very limited. That is, I
requested few additional explanations or changes in phrasing. With
other contributions, my involvement as an editor was much more elabo-
rate. I had many questions and the actual writing and rewriting by the
authors occurred over a two-and-a-half-year period. I describe this in
the introduction to the narratives. In every instance, however, the au-
thors have written and edited their own work. For all the chapters, I met
with the authors in their own communities and conversed with them
about the book project and about their contributions. In addition, I
emailed back and forth with each author during the editing process.

As the project progressed, I asked myself whether readers would
think these accounts a valid picture of people classified as autistic. On
one level, this is to say: Are we seeing what we think we are seeing? To
this question, readers are likely not to have many doubts. The contribu-
tors raise so many issues that resonate with what others have observed
that there will likely be no uncertainty as to whether these are people
who have been classified as autistic, and little debate as to whether their
descriptions are informative. Beyond this initial consideration lie other
criteria that are more reflective of the phenomenologist’s idea of validity.
Specifically, as Kvale (1995) has explained, the qualitative researcher
might think of validity in terms of whether it is pragmatic, by which he
or she means “Does it lead to useful understanding?” and whether it is
communicative, intelligible, open (i.e., transparent to the reader), and
nonsectarian.

Ideally, the investigator admits to his or her assumptions, endeavors
to avoid imposing an ideological agenda, and seeks instead to see and
hear others’ perspectives. Cherryholmes (1988) describes this as “look-
ing”, where the researcher’s “looking shitts locus of control and power
from researchers to subjects” (p. 109). In this type of inquiry, re-
searchers are “proscribed” even “from imposing categories of observa-
tion” and instead learn to listen to how people, in this case the con-
tributing authors, refer to their “sense and understanding of the world”
(Cherryholmes 1988, p. 108). Another term for this kind of research is
critical vesearch, where the researcher questions his or her own ideas at
the same time that he or she reflects on, and may even argue with, the
ideas of others. If there is one thing that I hope for this book, it is that
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people classified as autistic who not so many years ago were believed un-
able to say how they perceived the world, and who were often spoken
for and explained by others, are seen speaking loudly, poignantly, and
with wisdom. It is not my role to “equalize the relationship” (Shake-
speare 1996, p. 116) between the contributing authors and myself;
rather, their words do this of their own accord. The contributing au-
thors establish their own authority to be read and appreciated.

Notes

1. Historically, the possibility that people with autism could communicate through
typing has been controversial, particularly if they required physical support to type
their words. Physical independence in typing and/or the ability to speak words as
they are being typed are two criteria that the field has identified as evidence that
the person is indeed producing the typed words. For examples of research and
AAC texts that address this question, see Beukelman and Mirenda (1998) and
Wing (2000).

2. None of the authors in this book participated in any of these studies.
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Douglas Biklen

The Person inside the Body

Alberto Frugone lives with his mother and stepfather in a house
far above the town of Zoagli in northern Italy, on the coast of the
Mediterranean. Until 2003, when he was twenty-four years old, he at-
tended secondary school. He has taken Italy’s postsecondary qualifying
exams, and so he may become the first nonspeaking Italian classified as
autistic to attend a university.

I first met Alberto several years ago when he had just begun learning
to communicate by typing. He still communicates in this way, typing
slowly, letter by letter. Alberto is blind in one eye. He squints with his
left eye as he types with the index finger of his right hand. When he first
began this way of expressing himself, he needed someone to stabilize his
arm as he typed, prompting him to pull back after each letter selection.
Now, however, he can type without any physical support, though he re-
quires his mother or a teacher to sit beside him as he types; he says the
presence of his mother or teacher helps him maintain attention. The
words come slowly but clearly.

On a late June day when we met—I had come to discuss his contribu-
tion to this book of seven narratives by people classified as autistic—it
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was exceptionally hot. Alberto is small in stature and has deep brown,
shortly cropped hair and a square chin. On this summer day he had a
brilliant tan and was wearing a white T-shirt, blue shorts, and sandals.
We had met many times before over the preceding eight years, so I knew
that he was not a person who could walk up to me and shake my hand.
Instead, it was left to me to say hello and hold out my hand, palm up,
for him to come and put his hand on top. Then I shook ou» hands. We
sat down at the table on his veranda, overlooking the sea, on Ezra
Pound Place; the hillside street is named for the writer who at one time
lived in a villa about a half-mile away, within view of where we sat. As Al-
berto’s mother, Patrizia Cadei got out his electronic typewriter and
placed it in front of him, propped up on its case so that it tilted toward
him, Alberto put his thumb in his mouth and began sucking it. His
mother told him to take his thumb from his mouth and then reached
over and flicked at his hands, as if to make sure it happened quickly.
With the typewriter in front of him, Alberto began to type, slowly but at
a regular pace. His mother translated into English as he typed in Italian.

“I am happy to reason things out with you,” he wrote. He shook his
head as in a tremor, squinted his eye, and typed with his right index fin-
ger, slowly. “Do we examine only the script mistakes or do we examine
the actions I have described?” I smiled as his mother translated these
words from the Italian. I suppose I was smiling because it was exciting
to see him produce the words. As disabled as Alberto appears in body,
the content of the text he was producing was perfectly conversational.
He is thin and his movements are halting in everything from typing to
walking, yet in our conversation that afternoon, I could not help but
feel that Alberto was in charge of the direction it was taking.

He had written a dozen pages that he had sent to me earlier in the
year. I had then commented on them, asking for clarifications and addi-
tional examples to illustrate some of his points. We emailed back and
forth. He had made a number of changes, but now I was interested in
getting him to elaborate further. The process reminded me of my work
with university students, for here I was pleading with Alberto to provide
more details to explain himself. He writes at a high level of abstraction,
often leaving out or neglecting examples to illustrate his meaning. “Give
me specifics,” I begged. “I need to be able to visualize what you are
telling me.” Alberto is not one of my students, but that day he might as
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well have been, for I wanted to say to him: “specifics, specifics, specifics.
For me, you cannot be too specitic.” A standard I often use to convey
the level of detail needed is to imagine the reader as a film director who
has to have enough concrete description in the script to be able to create
scenes that the scriptwriter intended. I wanted Alberto to let readers see
what autism means to him.

By Alberto’s own description, and according to my observations,
physical movements, particularly sequenced actions such as getting a
glass of water, cating food, or taking out his typewriter, are difficult for
him. It is not that Alberto has any palsy. He does not. It is just that he
moves slowly and appears awkward. When grasping a spoon, Alberto
uses his fingers to press it against his palm. He does not handle it with
his index finger and thumb. If there is meat on the table, a dinner part-
ner must cut it for him. He has not been able to do complex things such
as cooking a meal, although he could stir a spoon in a pot. Nearly any
action that requires sequencing leaves him stymied. When he walks, Al-
berto does so slowly—"I take mechanical steps [short steps] it I walk
alone, but if taken by the hand or the arm, I walk regularly.” On his
own, he makes no quick moves. He resembles somewhat a person walk-
ing in the dark, feeling out the terrain as he goes. He sometimes flicks
his fingers next to his left eye, and he often breathes shallowly. He does
this when he feels anxious. It is, in his words, “hyperventilation.”

Alberto is a person whom most autism experts and perhaps the public
as well would describe as among the most disabled of all people labeled
autistic. Anyone can see his extreme difficulty with movement. Anyone
can observe that he does not speak. And anyone who has spent even a
bit of time with him can see that without a typewriter in front of him he
has quite limited ways to communicate other than to pull his mother or
another person to something he might want or with a simple gesture:
“at the tender age of 24 I have learnt to nod and say no with my head. I
have difficulties to remember how to do it when requested and I make a
big effort to do it.” But what do halting, awkward, dissembled move-
ment and difficulties in making gestures connote? Many people might
look at Alberto and presume that somehow there is a correlation be-
tween physical awkwardness and impaired intellect. But they would be
wrong. If one person could embody the contradictions that seem ordi-
nary with autism, Alberto might be that person.
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Alberto says that his difficulties are not with thinking and knowing
but with doing or acting. Looking at his typed sentences, it is hard not
to recognize that his many physical difficulties, with speech, movement,
and any other actions cannot be taken as evidence of his intellectual abil-
ities. His struggle seems to be in performance. When I asked Alberto to
give me examples of things that are hard to do and things that he finds
easier, he responded, in Italian, “Elementare Watson.” He typed and his
mother translated into English, with him explaining that literally “every-
thing is hard.” With but a few exceptions, he cannot do anything that
involves more than one action, one step. Yes, he haslearned to brush his
teeth, but only because of repeated practice and with much prompting,
step by step, “Open the toothpaste. Put the paste on the brush. Pick up
the brush.”

As he contemplates finishing secondary school and advancing to
higher education, it is still the physical aspects of daily life that can be
most daunting. In virtually every aspect of living, he must rely on oth-
ers. He is frustrated, for example, with the fact that anytime his mother
leaves the house to do an errand, he must accompany her. Recently, Al-
berto’s mother Patrizia had to go shopping and so she insisted that he
join her. It was a Friday afternoon and there was no one else to stay with
him—Alberto’s stepfather was at work and his regular care worker was
off for the afternoon. “There was nothing I could do about it,” Patrizia
told me, “no one to stay with him.” She sympathized with his frustra-
tion but told him, “Either you learn to defend yourself at home or you
come with me.” Naturally, he was angry. On the subsequent Sunday, he
pulled her to the typewriter and typed out: “Let’s talk. When you go
out, you must leave one window open and leave the tape recorder.”
“What’s the use of the tape recorder?” his mother asked. “You record
your voice shouting for help,” answered Alberto. “Teach me how to use
the recorded voice,” he typed. With more than a hint of skepticism, Pa-
trizia at once asked and argued with Alberto, “In a panic you can do
this? Why do you want to do this? It’s too complicated.” “He just lacks
the practical,” Patrizia told me. She felt that he sometimes comes up
with ideas that, given his movement difficulties, are fanciful. With some
additional discussion, however, they settled on the idea of Alberto learn-
ing to use a one-button panic alarm on the phone. While she regarded
his own idea as too complicated, she admired his having grappled with
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the problem. Now, Alberto does stay at home alone for several hours at
a time.

While Alberto’s struggles with performance are more severe than
those of most of the other contributors to this book, all the contributors
do have significant movement problems that leave them on many occa-
sions feeling and looking not only tongue-tied but also body-tied. This
raises important questions: How should people who meet Alberto inter-
pret him? Are his physical actions never indicative of his thinking abili-
ties? If they do sometimes reflect his intentions, how can the observer
know when they do and when they do not? And these practical ques-
tions lead to larger more theoretical ones. For example, if action does
not necessarily reflect thought, what does this say about how scholars
have constructed the meaning of mental retardation and of intelligence?
What constitutes competence? Is physically independent action a com-
ponent of intellectual ability? And, what constitutes fairness or justice
for people who seek to participate in society in ways that differ from the
so-called normal?

The Contributors

To date, firsthand accounts of autism have been produced nearly exclu-
sively by people thought to be “high-functioning,” including Williams
(1989, 1994), Grandin (Grandin and Scariano 1986), and Barron (Bar-
ron and Barron 1992). The term high-functioning is not a technical
term; it has been used in both professional and lay discussions to refer
to individuals who evidence the ability to converse in oral dialogue,
using speech. It is a highly problematic term, for it implies that those
people who can carry on spoken conversations are intelligent and those
who cannot, are not. Would anyone label Stephen Hawking, for in-
stance, “low-functioning”? Classifying anyone as “low-functioning” is a
potentially damning assumption, for it could easily forestall efforts to
aid a person’s participation in academic subjects in school or in commu-
nity life.

Alberto and the other contributors to this book have been thought of
by some as located at the opposite end of the autism spectrum.! At one
point or another in their developmental years, all were given pessimistic
prognoses. Even though an individual teacher, consultant, or diagnosti-
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cian might have been optimistic about both their abilities and their po-
tential, all but two were denied access to mainstream education for most
of the developmental years. One of the contributing authors at age nine
passed a state mathematics exam and could read at grade level, yet he
was still not accepted in mainstream classes. Alberto, who did have legal
access to regular classes, was thought by most educators to be unable to
benefit from academic instruction. Educators typically believed the con-
tributors to this book unlikely to develop literacy, unlikely to learn much
more than rudimentary self-help skills, and unlikely to determine their
own futures, even though some had already shown such abilities. In
their early years, all of the authors were caught in the position where a
few educators, diagnosticians, and consultants saw their competence,
and yet such individual assessments were overwhelmed by the inertia of
education systems that preferred to cast them as unworthy of full access
to academic instruction. During their developmental years, all but one
were unable to speak conversationally in complex sentences at the typi-
cal speed of conversation that others might use, although several could
eventually do this if allowed to combine their speaking with typing. One
can now speak in conversational sentences without also typing, as long
as he can speak slowly—literally, one distinct syllable at a time—and if
those listening to him are used to his pronunciation (it is sometimes
necessary for the listener to ask him to repeat or spell out hard-to-un-
derstand words).

In their own ways, like Alberto, each of the authors included in this
book is already recognized as having “broken through” to a measure of
acceptance and respect in mainstream culture. Tito Rajarshi Mukhopad-
hyay was born in India and learned to speak and write after much in-
tense support from his mother, a speech therapist, and others. By the
age of eleven he had written a book, Beyond the Silence (Mukhopadhyay
2000), that was published by the National Autistic Society in England
and was the subject of a BBC documentary (Terrill 2000), and he ap-
peared on the U.S. television program 60 Minutes 11 in 2003 (Mabrey
2003). He was home-schooled in India because no typical school would
have him. Sue Rubin grew up in southern California and is now a col-
lege student; until age thirteen, however, she was diagnosed as both
autistic and severely retarded and was thought incapable of academic
work. She has been featured in several Public Broadcasting documentary
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segments in California and has published two opinion editorials in the
Los Angeles Times. Richard Attfield lives in England, where he writes and
has occasionally lectured on autism. He was accepted as a student at col-
lege; at the age of fifteen, he won his first writing award in the “Young
Writers Competition” (1993) from among thirty thousand entries.?
Prior to his late teen years, aside from being included in a playschool
program, he attended only special schools, with the implication that he
could not benefit from participation with students deemed nondisabled.
During his segregated schooling he was given some “basic academic
work, e.g. telling time, simple maths, reading and writing, science—re-
peating what I had learnt at home.” Then, at age fifteen, he was given a
“life skills” curriculum. At this point he demanded academics. Through-
out his school years, his mother supported his communication. Jamie
Burke lives in Syracuse, New York, where he attends high school. He
was included in regular academic schooling from the age of three. In
2002 he wrote and narrated a documentary about how he learned to
speak after first learning to communicate by typing (Kasa-Hendrickson
et al. 2002) and was the subject of a research article on the same topic
(Broderick and Kasa-Hendrickson 2001). Larry Bissonnette lives in the
castern United States and is an artist. He communicates through typing
and through his paintings. His work was featured in a CNN news ac-
count and has been exhibited at art shows and in galleries in New York
City, in Europe, and in the state of Vermont, where he resides (Sellen
2000). Lucy Blackman lives in Queensland, Australia, where she is a
graduate student and writer. In 1999 she wrote an autobiographical
book, Lucy’s Story: Autism and Other Adventures.

In their chapters, the contributors discuss how autism affects their
speech and most aspects of how they interact with other people and
what they can do physically. I will not try to summarize here what each
can do or what some have difficulty with, for they are complex individu-
als and evidence differing abilities in varied contexts, as will be revealed
in their chapters. To this day, only one of the contributors can carry on a
back-and-forth conversation without first typing his side of the dia-
logue; a few can say the words they type, before and as they type them,
but for all of them communication is relatively slow compared to the
rapid flow of speech they hear and respond to from others. Attfield, for
example, can and does say sentences, and has been able to do so from the
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age of two, and yet his typing is more complex. In typing he carries on
full, rich conversations. The sentences he has spoken aloud include, for
example: “I am so annoyed; I will ask mum; of course I do like it; can I
get some lunch please; I do not care; I would like some grapes please; it
was all my fault; I wanted to speak; the telephone rang; maybe it was the
doorbell.” These are sentences that he said over a few weeks. “But as
you say,” he told me, “this is not holding a conversation.” He had spo-
ken such sentences “in response to being spoken to.”

Despite the obvious accomplishments of the contributing authors, I
do not want to imply that they are unusual among people classified as
autistic, anomalies within an otherwise ordered taxonomy of disability.
If they are unique in some ways, such uniqueness is probably typical. If
there are similarities among them, these may give insight into alternative
ways of interpreting autism. As will become obvious, for example, Al-
berto’s characterization of the body as not easily complying with inten-
tion is repeated in multiple ways in several other narratives. Other au-
thors introduce such topics as how to start speaking conversationally,
how to differentiate speech that is meaningful from speech that is “auto-
matic” and unintended, anxiety, obsessive routines, imagination, sen-
sory awareness, self-abuse, and movement difficulties. In the concluding
chapter, I discuss directly how these accounts might inform educational
practice. First, however, it is useful to recall the origins of the concept of
autism.

The Origins of Autism as a Disability Category, and
the Idea of Competence

Leo Kanner, a doctor at Johns Hopkins University, first described and
named autism. In an article titled “Autistic Disturbances of Affective
Contact” (Kanner 1943 /1985), he constructed the idea of autism from
his clinical notes and parent reports on eleven individuals whom he saw
at Johns Hopkins Medical Center between 1938 and 1943. Kanner con-
cluded that his patients shared particular qualities that constituted a
“unique ‘syndrome,’ not heretofore reported,” and that they were not
“feebleminded” or “schizophrenic” (Kanner 1943,/1985, p. 41).2 For
the eleven children, he both described and hypothesized particular qual-
ities. Among these were “a marked limitation of spontaneous activity”;
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“stereotyped movements with [the] . . . fingers, crossing them about in
the air”; spinning objects; lack of initiative; requiring prompts; showing
“no interest in our conversations”; not “good with cooperative play”;
afraid of mechanical things, for example, a “vacuum cleaner . . . eleva-
tors . . . spinning tops”; and a desire to keep things in a fixed order (pp.
13-19). The principal “‘pathognomonic,’ fundamental disorder,” he ar-
gued, “is the children’s inability to relate themselves in the ordinary way
to people and situations from the beginning of life” (p. 41; author’s ital-
ics). Kanner called this “enborn autistic distuvbances of affective contact”
(p- 50; author’s italics). The classification of autism was born.

Though an ocean separated them, Asperger’s account of autism from
his clinic in Vienna, Austria, resembled Kanner’s in many respects. For
example Asperger, observed motor difficulties of his subjects, not unlike
Kanner’s observation that some of his patients were “clumsy in gait and
gross motor performances” (Kanner 1943/1985, p. 47). Asperger de-
scribed a client named Fritz V. as having delayed “motor milestones”
(1944 /1991, p. 39). He characterized Fritz’s participation in physical
education as clumsy, “never physically relaxed,” and lacking in rhythm.
Asperger concluded that Fritz “had no mastery over his body” (p. 44).
He found that another child, Harro, had poor handwriting, “as to be
expected from his general clumsiness” (p. 55). Asperger surmised that
Harro could activate only those muscles to which he directed “a con-
scious effort of will” (p. 57). Then, Asperger wrote, owing to move-
ment problems, another child’s (Ernst’s) expressions were limited and
“rigid,” though there was no spasticity. Asperger determined that in
general the children he called autistic had “a paucity of facial and ges-
tural expression” (p. 69). “Even when he was being led in physical ac-
tions, Ernst’s movements were,” by Asperger’s reckoning, “ugly and an-
gular . . . never . . . natural . . . and spontaneous” (p. 57). And Ernst
“behaved impossibly badly” in physical education, for he seemed com-
pletely unable to follow instructions to the group—today he might be
thought of as dyspraxic. Asperger concluded that Ernst was both clumsy
and undisciplined (p. 61). Similarly, a client named Helmut “could not
possibly catch a ball” and when attempting to catch or throw looked
“extremely comical” (p. 66).* Asperger determined that acquiring a
repertoire of automatic motor skills was especially difficult for his sub-
jects. It seems that he was nearing exasperation when he wondered
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aloud whether Ernst was either very smart (“particularly able”) or
“mentally retarded” (p. 63).°

Asperger identified many aspects of autism, including a tendency of
some to use peripheral vision; presence of obsessive-compulsive tenden-
cies, for example, to have objects in particular order; problems with spo-
ken communication; and seeming inattention. Like Kanner, Asperger
believed that his clients shared a principal characteristic, disturbed social
interaction: “The autist is only himself,” Asperger declared, “and is not
an active member of a greater organism which he is influenced by and
which he influences constantly” (p. 38). “The essential abnormality in
autism,” he argued, was a “disturbance of the lively relationship with the
whole environment” (p. 74). In speaking of an absence of “lively rela-
tionship,” Asperger seems to have been referring to what was outwardly
visible and not necessarily to what the person might be thinking or feel-
ing, for many of his comments about individuals suggest that he recog-
nized his subjects’ strong feelings and clearly responsive intellectual en-
gagement with the environment. He could not help but see their un-
even academic performance, but unevenness did not equate with
incapacity to reason in complex ways.

The disturbance in social interaction was not, in either Kanner’s or
Asperger’s mind, necessarily the product of impaired intellect or what is
colloquially thought of in the United States as mental retardation or in
Australia as intellectual disability. They saw autism in more specific
terms. For one thing, there were nearly constant contradictions in the
actions of the individuals they observed. Kanner argued that even
though most of his clients at one time or another had been declared
“feebleminded,” he found them “all unquestionably endowed with
good cognitive potentialities” (Kanner 1943,/1985, p. 41). Even if they
were not all necessarily able to demonstrate their cognitive abilities, he
felt there was promise for all. He cited instances where students dis-
played remarkable vocabulary, “phenomenal rote memory for poems
and names,” and precise recollection of complex patterns as evidence of
intelligence (p. 41). He described his patients as looking serious-
minded.

The contradictions Kanner observed in his clients fascinated him. For
example, Donald T, the first in his descriptions of the eleven, had many
of the behaviors now seen as typical for people with the autism label.

31



32

Douglas Biklen

Donald would walk around with a grin on his face, whispering, hum-
ming, shaking his head from side to side, and spinning “anything he
could seize upon” (p. 13). At the age of six he still needed assistance
with eating and dressing. When his father was trying to teach him the
words yes and 7o, he told his son that he should say yes if he wanted to
be put up on his shoulders. From that day on, Donald seemed to use
“yes” as a request to be put up on his father’s shoulders. It was as if he
did not understand the conventional meaning of “yes.” Yet, when he
was asked to subtract four from ten, Donald responded, “I’ll draw a
hexagon” (p. 17). It was hard for Kanner to reason how it was that
Donald seemingly could not master the uses of “yes” and “no” but
conld answer a math problem metaphorically. It was an odd juxtaposi-
tion of seeming at once obtuse and brilliantly inventive.

Another of Kanner’s students (cas