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by the autistic persons who expressed themselves. These 
considerations deserve to be taken into account by profes-
sionals to better understand the behavior and needs of au-
tistic persons. We propose to include this point in the reflec-
tion on the next psychiatric classifications. 

 Copyright © 2008 S. Karger AG, Basel 

 Introduction 

 Autism is defined in both the international and Amer-
ican classification of diseases (ICD-10, DSM-IV) as a per-
vasive developmental disorder with onset before the age 
of 3, which involves deficits in social relationships, com-
munication impairments, repetitive behaviors and re-
stricted interests  [1] . It is considered a syndrome more 
common in boys than girls. The symptoms were already 
described in the middle of the 19th century, notably by 
Jean-Marc Itard  [2, 3] ; however, autism was pinpointed as 
a disease in 1943 both in the USA by Leo Kanner  [4]  and 
in Europe by Hans Asperger  [5–7] .

  The enlargement of the autism diagnostic criteria in-
troduced in ICD-10 and DSM-IV in the early 1990s in-
duced huge changes. Apart from nonspeaking and men-
tally challenged children, they also included children of 
average or superior intelligence displaying many autistic 
characteristics but no speech delay. According to the clas-
sifications, these children have Asperger syndrome  [8] . 
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 Abstract 

  Background:  To date, few studies have focused on the view-
points of autistic persons themselves despite an increasing 
number of published autobiographies. The aim of this study 
is to highlight their personal experiences, and to compare 
them to scientific and medical knowledge and representa-
tions.  Method:  Adopting an anthropological approach, we 
analyzed 16 autobiographical writings and 5 interviews with 
autistic persons. We systematically screened this material 
and explored the writers’ sociodemographic characteristics, 
cognitive skills and interests with a focus on their sensory-
perceptual experiences and their representations of autism. 
 Results:  The authors’ ages (22–67 years), their countries (n = 
8) and backgrounds were varied, and most of them were 
high-functioning individuals with autism or Asperger syn-
drome. The most striking observations were that all of them 
pointed out that unusual perceptions and information pro-
cessing, as well as impairments in emotional regulation, 
were the core symptoms of autism, whereas the current clas-
sifications do not mention them.  Conclusions:  Our results 
suggest that what has been selected as major signs by psy-
chiatric nosography is regarded as manifestations induced 
by perceptive peculiarities and strong emotional reactions 
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By including persons able to speak in the autism category, 
the classifications gave more people the possibility to 
adopt the diagnostic of autism. There is now a consider-
able number of published autobiographical and other 
first-hand accounts by persons with autism spectrum 
disorder (ASD) which provide valuable insights into both 
the nature and the subjective experience of autism, and 
which can be used as anthropological materials. Al-
though some comments on the most popular biographies 
by Temple Grandin and Donna Williams  [9, 10]  have 
been published, we have failed to find any systematic 
study of the corpus as a whole. 

  The experience of autism was analyzed by some au-
thors, but only in the case of 1 or 2 persons  [11–13] . O’Neill 
and Jones  [14]  discussed sensory-perceptual abnormali-
ties in people with autism based on published first-hand 
accounts and existing psychological research evidence. 
More recently, Jones et al.  [15]  conducted a qualitative 
analysis of 5 first-hand Web page accounts of sensory dis-
turbances. Finally, Molloy and Vasil  [16]  analyzed the life 
story of adolescents diagnosed as having Asperger syn-
drome by conducting in-depth biographical interviews. 
In a similar way, our work focuses on the value of per-
sonal narratives. Whereas Molloy and Vasil were inter-
ested in the first generation of persons who grew up with 
the label of Asperger syndrome, we studied the accounts 
of adult autistic individuals who were not necessarily di-
agnosed as having autism in childhood. 

  Focusing on the narratives of adult autistic persons 
necessarily raises several theoretical and methodological 
issues. The objectivity of an experience which is solely 
seen through a person and her/his discourse may be ques-
tioned. Subjectivity is both the greatest strength and 
greatest weakness of these narratives  [17] . Given that lan-
guage serves the writers’ wills and goals, how can one 
decipher what is really at stake? How can one pinpoint 
what is truly experienced? Analyzing biographies is com-
plex, and even more so when dealing with persons suffer-
ing from mental disorders  [18] . However, focusing on the 
autistic persons’ views and stories validates their autono-
my as human beings with their own thinking, sensibili-
ties and feelings. 

  The aim of this study was to focus on the personal ex-
periences of 20 autistic persons and to compare their 
views to the scientific knowledge available. To do so, we 
used a qualitative research design with the following 
questions. (1) What are their current situations in adult-
hood regarding social and family relationships? (2) What 
are the particular experiences (e.g. perceptions, intrapsy-
chic experiences, affects) that could be relevant for clini-

cal and cognitive researchers? Unlike quantitative re-
search, which sets a premium on reducing data to easily 
comprehensible units, our qualitative research attempts 
to document the complexity and multiplicity of experi-
ence  [19] . 

  Methods 

 Data Search 
 The references of autobiographies by autistic persons were 

found on the Internet (Web sites of parents’ associations and au-
tistic persons’ organizations). Given that narratives evolve with 
time, we included the author’s different books so as to underline 
possible changes or to collect missing data. We excluded books 
written through facilitated communication because the tech-
nique is suspected to reflect the beliefs and expectations of the 
facilitators. We collected 19 books by 15 persons with ASD. We 
tried to have an equivalent amount of accounts by males and fe-
males. In doing so, we noticed that given the male/female ratio of 
autism (4/1 and 8/1 for Asperger syndrome), more women express 
themselves in writing and publish it. Ten out of 15 were American 
biographies, so we decided to interview French-speaking persons 
in order to diversify the origin of the accounts. B.C. conducted 5 
in-depth interviews with persons with ASD in Paris and Mon-
treal. One of them (M. Dawson) did not accept to give autobio-
graphical details but allowed us to take into account her political 
position concerning autism. Van Dalen’s writings were also in-
cluded because they contain precise descriptions of the detail-fo-
cused processing vision  [20] . In total 21 accounts were collected 
( table 1 ).

  Qualitative Research Design and Systematic Screening: 
Content Analysis 
 These accounts were treated as anthropological materials and 

studied as self-reported participant observations using a qualita-
tive method. The main aim was to gather data that can be ana-
lyzed simultaneously. The complete process can be envisioned as 
circular rather than linear, with feedback loops affecting the on-
going research development  [19] . The 2 researchers in charge of 
the study  [21]  started by reading the narratives. At the end of this 
generic data collection, they engaged in an attempt to synthesize 
all the data in a thorough description of the major themes that 
were used as the basis of a structured data sheet which provides 
the framework for systematically screening the biographies and 
interviews. All the books were read again by B.B. and B.C. to fill 
in the tables. This content analysis involves systematically distill-
ing the massive amounts of raw data into a comprehensible de-
scription without loosing the complexity inherent in the original 
material. 

  A traditional critique of qualitative research is that it may be 
unreliable, since interpretation is strongly bound by the theoreti-
cal presuppositions of the interpreters, who may be tempted to 
interpret data selectively to fit conscious or unconscious precon-
ceptions  [22] . To limit the investigators’ bias we used a method 
involving 4 researchers from different disciplines (2 social scien-
tists and 2 psychiatrists) who analyzed the same data sets and then 
compared the findings. The anthropologists constituted the first 
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data sheets including some authors’ quotations. They were read 
by the psychiatrists; in case of contradictory views, consensus was 
reached through discussions after checking the original writings. 
Examples of quotations are given throughout the paper (the book 
references are indicated in the appendix).  

 The aim was to explore 2 main dimensions: (1) the writers’ so-
ciodemographic characteristics including gender, year of birth, 
socioprofessional status, current activities and remaining impair-
ments as adults in the way they were described by the writers 
themselves, and (2) their sensory sensitivities and emotional re-
activity, as well as cognitive skills and interests.

  Results 

 Sociodemographic Characteristics and Current Status 
  Table 1  details the sociodemographic characteristics 

and the current status of 12 men and 9 women, 22–67 
years of age (at the time of the first account), originating 
from various countries including the USA (n = 10), UK, 
Australia, France, Canada, Belgium, the Netherlands and 
Sweden. Of the 16 persons with available data, we noted 
that 10 were still single and 3 had children. Most of them 
worked and lived on their own. Many of them give con-

Table 1. Sociodemographic characteristics and current status of 21 autistic persons (autobiographies or interviews)

Author and
country

Sex Birth Current status Diagnosis Current activities

Schneider Edgar, USA M 1932 remarried
3 children

nervous breakdown (46),
schizophrenia (48), AS (63)

retired (computer science),
autism conferences

Grandin Temple, USA F 1947 single autism (3) Professor of zoology, autism conferences
Newport Jerry, USA M 1948 married AS (47) writer on ASD subjects
Lawson Wendy, UK F 1952 divorced

4 children
schizophrenia (18), AS (42) social worker, autism conferences

Carpenter Anne, USA F 1957 congenital rubella,
autism (5 and 30)
other labels: mentally retarded,
emotionally disturbed, BPD

librarian for the Autism Society of Michigan

Holliday Willey Liane, USA F 1959 married
3 children

exceptional child (3), AS (40) psycho-linguist, autism conferences

Barron Sean, USA M 1961 single autism (4) social worker for elderly people
Shore Stephen, USA M 1961 married autistic characteristics (2) PhD in special education,

experience in autistic self-advocacy 
Williams Donna, Australia F 1963 married HF autism (26) writer, artist, consultant in autism
Gerland Gunilla, Sweden F 1963 single ADD, AS (29) autism professionals, autism conferences
McKean Thomas, USA M 1965 single PDD-NOS, autism (14) poet, singer/songwriter, autism conferences, 

writer, ASA member
Sinclair Jim, USA M 1965 autism (<6) cofounded  ANI, autistic self-advocacy,

has pioneered the use of service dogs for 
autistic people 

Segar Marc, UK M 1974 single
died in 1997

autism (7) children’s entertainer, autism consulting

Van Dalen J.G.T., Netherlands M autism
Lee O’Neill Jasmine, USA F autism (26) writer
Bouissac Joffrey, France M 1980 single autism (15) open university courses
Huard Georges, Canada M 1959 single HF autism/AS (36) computer science technician,

ATEDEM and Satedi member
Dawson Michelle, Canada F 1963 single autism autism researcher
Dubrulle Emmanuel, Belgium M 1974 single HF autism/AS (29) computer science technician,

Satedi president
Bernot Gabriel, France M 1975 single AS (28) computer science researcher,

Satedi member
Bonnot-Briey Stéfany, France F 1976 single eating disorders (13),

mixed dissociation disorder, 
BPD, AS (26)

accompanies and educates autistic children, 
autism conferences, Satedi member 

Figures in parentheses represent age. AS = Asperger syndrome; ADD = attention deficit disorder; BPD = borderline personality disorder; HF = high-
functioning; PDD-NOS = pervasive developmental disorder – not otherwise specified.

Associations: ANI (Autism Network International); ASA (Autism Society of America); ATEDEM (Autisme et trouble envahissant du développement 
de Montréal); Satedi (Spectre Autistique Troubles Envahissants du Développement International).
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ferences, participate in meetings on the topic and develop 
experiences in autistic self-advocacy (see  table 1 ). Our 
analysis illustrates the way in which the ‘voice’ of the au-
tistic people has evolved in the last 2 decades. The first 
testimonies are personal accounts vouching for the cred-
ibility of telling their stories. Then, books and different 
writings went as far as challenging the authority of pro-
fessionals  [23, 24] . G. Bernot, S. Bonnot-Briey, M. Daw-
son, J. Lee O’Neill, S. Shore, J. Sinclair and L.H. Willey all 
supported the idea that autism is a different way of being 
rather than a disease to be eradicated. M. Dawson and
J. Sinclair have been standing up for the rights of autistic 
persons, against discrimination and the catastrophic 
general representation of autism  [23] .

  All of them described remaining impairments as 
adults: social impairment, withdrawal, difficulties in 
grasping emotions and understanding implicit rules and 
social conventions, as well as problems with generaliza-
tion and poor adaptation to change. They mentioned pe-
culiar perceptions and difficulties in the processing of 
sensory information with occasional overload and prob-
lems in processing information from more than 1 modal-
ity (sensory integrative dysfunction), as well as hypo- and 
hypersensitivity and sometimes the need for body pres-
sure.

  Some of them pointed out their difficulties in under-
standing what is being said and noted how they take lan-
guage literally. Edgar Schneider (2003) explained:

I take things totally in a literal manner. I have no way of know-
ing when someone is serious or is merely ‘kidding or teasing’.
(p. 25)

Repetitive/limited interests and difficulties in the lan-
guage domain are mentioned by 6 and 5 of them, respec-
tively, and 3 had impairments in the motor domain de-
scribed as lateralization difficulties, dyspraxia and co-
ordination impairment. Many biographies mentioned 
gullibility. For Jim Sinclair (1992):

What my autism does to me is to make me vulnerable to being 
abused, and this has happened to me all my life. (p. 2)

  Regarding the diagnosis of ASD, it was given by pro-
fessionals, generally psychiatrists. Six among 19 had re-
ceived this diagnosis during childhood before the age of 
7. Five had a speech delay (S. Barron, J. Bouissac, F. Gran-
din, A. Carpenter, S. Shore) and J. Lee O’Neill is still mute. 
Even though most of the adults included in our study are 
considered now as high-functioning, many of them ex-
hibited severe impairments when they were young. Those 
whose diagnosis was established when they were adults 

reported having received previous diagnoses of either be-
ing mentally retarded, exceptionally gifted, emotionally 
disturbed or having nervous breakdowns, attention defi-
cit disorders, eating disorders, borderline personality dis-
orders or schizophrenia. They insisted on the positive 
consequences of the ASD diagnostic implications: a bet-
ter understanding of themselves, a better quality of life 
and self-acceptance, a wish to read and express them-
selves on autism. Thus, Donna Williams decided to write 
her biography 2 years after discovering she was autistic. 
She considered her narrative as being a key moment in 
her self-construction. Wendy Lawson and Edgar Schnei-
der felt relieved not to be schizophrenic  [25] .

  Self-Reported Skills, Unusual Sensory-Perceptual 
Experiences, Cognitive and Emotional Functioning 
 A majority reported to have exceptional abilities in 1 

or several specific domains including music, the animal 
world, mathematics, reading, memory, meteorology, 
computer science or foreign languages. The unusual sen-
sory-perceptual experiences were the most frequently re-
ported with hypo- and/or hypersensitivity, as well as sen-
sory integrative dysfunction. Auditory hypersensitivity 
or hyperacusis may manifest themselves by an intense 
dislike or a painful response to certain types of noise, as 
already described  [26, 27] . Many authors reported that 
they avoided being touched, disliked wearing certain 
clothes and sometimes abhorred washing, brushing and 
cutting their hair. Toothbrushing may also be painful. 
Certain foods are avoided depending on their taste, color 
or texture. Visual sensibility to bright lights is also de-
scribed. Hypersensibility may be accompanied by hypo-
sensibility such as a high threshold for pain and an ap-
parent insensitivity. While some of them may be hyper-
sensitive to some sounds, they may appear to be deaf to 
others.

  Temple Grandin  [28]  explained: 
  My hearing is like having a sound amplifier set on maximum 

loudness. My ears are like a microphone that picks up and ampli-
fies sound. I have two choices: 1) turn my ears on and get deluged 
with sound or 2) shut my ears off […] I can’t modulate incoming 
auditory stimulation. I discovered that I could shut out painful 
sounds by engaging in rhythmic stereotypical autistic behavior. 
(p. 1)

  For Liane Holliday Willey (1999):
Bright lights, mid-day sun, reflected lights, strobe lights, flick-

ering lights, fluorescent lights; each seemed to sear my eyes. To-
gether, the sharp sounds and the bright lights were more than 
enough to overload my senses. (p. 26) 
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  Gunilla Gerland (1997) reported: 
My teeth were very sensitive and inside my mouth the consis-

tency of some foods could be unpleasant, giving me a horrible 
feeling all over. (p. 15)

  Temple Grandin and Stéfany Bonnot-Briey mentioned 
that at puberty, they were more anxious, nervous and had 
severe problems with sensitivity to touch and sound, as 
well as stomachaches and headaches for Stéfany Bonnot-
Briey  [29] .

  Concerning cognitive functioning, Edgar Schneider 
and others mentioned an acute ability to distinguish sim-
ilarities from differences. A detail-focused processing 
style was precisely analyzed by Van Dalen  [30] , who de-
scribed, for example, the successive steps he needs to 
reach the functional concept of a hammer. First, he per-
ceives details, which are then combined into a coherent 
whole, which leads to the association with the label ‘ham-
mer’. Finally, he can understand the functional meaning 
of the hammer (a tool to use in carpentry). Difficulties in 
generalizing were mentioned by several autistic persons. 
Liane Holliday Willey (1999) stressed her inability to gen-
eralize information to specific situations:

I approach each new obstacle we come to as if I have never met 
anything like it before. (p. 102) 

  Distorted perception of time was reported by Van 
Dalen, D. Williams, T. Grandin, J. O’Neill and G. Bernot. 
Donna Williams (1992) described her strategy to com-
pensate the impression of a world too fast for her:

One of these ways of making things seem to slow down was to 
blink or to turn the lights on and off really fast. (p. 78)

  Finally, regarding emotional regulation, 6 subjects re-
ported core impairments related to this domain. They de-
scribed themselves as having an emotional deficit or an 
exaggerated emotional reactivity. Edgar Schneider (1999) 
explained: 

I am an emotional idiot … I have an important component of 
the human psyche missing: the ability to connect emotionally 
with other human beings […] It is not that I am totally unfeeling, 
but that I just cannot read other people’s signal. (pp. 25–26)

And later:
I seem to have compensated for my emotional deficit by devel-

oping my intellectual and aesthetic sensibilities. (p. 46)

In most writings, we found illustrations of emotional 
problems during childhood and/or adulthood.

  Discussion 

 Perceptual Experience, Cognitive Functioning 
and Emotional Reactivity of Persons with ASD: 
Comparison of Self-Reports with Experimental Data 
 Despite individual variations between autistic persons 

in the range and severity of sensory idiosyncrasies, they 
are nevertheless described in most of the accounts as cen-
tral to the autistic experiences including examples from 
sound, vision, taste, smell, proprioception, and kinesthetic 
stimulation of sensory distortions, sensory overload, syn-
esthesia and difficulties in processing information from 
more than 1 modality concurrently. Sensory-perceptual 
idiosyncrasies and difficulties in processing information 
were portrayed as contributing to high levels of distress, 
fear and anxiety, but also as a source of pleasure. Fascina-
tion with certain patterns, lights, smells, movements and 
engaging in sensory stereotypes were sources of interest 
and pleasure. Jones et al.  [15]  corroborated turbulent as 
well as enjoyable sensory-perceptual experiences. 

  The reports of sensory peculiarities by parents of in-
fants with autism, clinical observations, retrospective 
video observations as well as psychological research lit-
erature confirmed that unusual sensory responses are 
present in a majority of autistic persons. As early as 1964, 
Hutt et al.  [31]  proposed a theory of the causes of atypical 
behaviors of persons with autism based on the observa-
tions of hypo- or hyperarousal, and experimental studies 
showed evidence of atypical responses to sensory stimuli 
in autistic subjects. Indeed, unusual sensory responses 
were included as one of the diagnostic criteria for an as-
sessment of autism in DSM-III (1980), although omitted 
in later formulations  [14] .

  Using parental reports, Ornitz et al.  [32]  found that 
before the age of 6 years, 70% of autistic children showed 
either altered sensory sensitivities or nonresponsiveness 
in the auditory, visual, tactile or vestibular modalities. 
Twenty years later, Kientz and Dunn  [33]  demonstrated 
that the sensory profile questionnaire completed by par-
ents differentiated the sensory processing skills of chil-
dren with autism from those without autism. Atypical 
sensory-perceptual behaviors appear to persist through-
out the development of individuals with autism  [34]  but 
have the potential to improve with age  [27] . In 2006,
Iarocci and McDonald  [35]  reviewed the research on sen-
sory issues in autism. 

  Functional imaging and electrophysiologic literature 
strengthened the importance of atypical sensory experi-
ences of people with ASD. By using magnetic resonance 
imaging, Boddaert et al.  [36]  showed that adults and chil-
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dren with autism have atypical cortical auditory process-
ing when listening to speech-like sounds. Oram Cardy et 
al.  [37]  identified rapid temporal processing impairments 
in autism by using magnetoencephalography. By measur-
ing average evoked potentials, Novick et al.  [38]  pointed 
out auditory defects in autism. Atypical color perception 
was studied by Ludlow et al.  [39] , who demonstrated the 
positive effect of colored overlays on reading ability in 
children with autism. Bertone et al.  [40]  confirmed that 
the peculiarities observed in autistic visual perception 
are contingent on the complexity of the neural network 
required to process a given type of visual stimulus. They 
suggested that atypical neural connectivity may account 
for both enhanced and decreased low-level information 
processing in autism. 

  The sensory-perceptual idiosyncrasies, along with im-
pairments in emotional regulation, are described by the 
autistic persons who expressed themselves as contribut-
ing to their social and communication difficulties. Talay-
Ongan and Wood  [41]  already argued that unusual sen-
sory sensitivities evidenced in autism are likely to have 
repercussions on cognitive-linguistic and socioemotion-
al outcomes. The personal accounts illustrate the strong 
association between perception, sense-making and com-
munication. Even for verbal people with autism, sense-
making is often fragmentary and literal  [42] . The ac-
counts illustrate also their emotional reactivity. Indeed, 
the studies of Jones et al.  [43]  and Ben Shalom et al.  [44]  
paint a complex picture of the emotional lives of people 
with autism. Recently, Berthoz and Hill  [45]  confirmed 
the validity of using self-reports to assess emotion regula-
tion abilities in adults with ASD.

  The enhanced discrimination of differences and nov-
elty mentioned by some of them was studied by Plaisted 
et al.  [46] . De Clercq  [47]  detailed the over-selectivity 
which characterizes the perception style of autistic per-
sons, previously described by Van Dalen  [30] . On the one 
hand this specific style leads to difficulties in combining 
experiences into a meaningful whole, but on the other 
hand it facilitates special abilities  [48] . As early as 1944, 
Kanner  [4]  observed that autistic children had difficulties 
in experiencing wholes, they gave their full attention to 
the constituent parts and this tendency to focus on details 
has been recognized by many clinicians since  [49] . Evi-
dence for this atypical perceptual functioning with focus 
on details and the processing of visuospatial information 
in a fragmented way was recently analyzed by Brian et al. 
 [50] , Mottron et al.  [51] , Brosnan et al.  [52]  and Schlooz et 
al.  [49] . The recent studies of Gepner  [53]  focused on the 
visual motion processing associated with a distorted per-

ception of time reported by some persons with ASD who 
have difficulties in processing fast moving visual events 
and exhibit compensatory strategies aimed at slowing 
down the speed of movements, such as described by Don-
na Williams.

  Autobiographical accounts provide a relevant source of 
information on the subjective sensory-perceptual experi-
ence of people with ASD, reinforced by several of the cur-
rent psychological theories of autism. The weak central 
coherence theory stressed the impairment of the ability to 
integrate information across a variety of contexts for high-
level meaning  [54] . Temporal binding has been proposed 
as a key process involved in the perceptual as well as high-
order deficits observed in autism  [55] . According to the 
theory of mind, autism is the reflection of the inability to 
conjecture the mental states of others, or perceive their 
intentions, beliefs and desires. The capacity to interpret 
mental states is dependent on seeing, hearing and touch-
ing and is severely compromised by sensory processing 
aberrations  [41] . Various theories exist which implicate 
unusual sensory processing as a core feature of autism.

  Major Contribution of Autistic Persons’ Experiences 
regarding the Current Psychiatric Nosography 
 Regarding the psychiatric nosography, the autistic 

persons’ view concerning the core impairments is par-
ticularly interesting, although they did not comment or 
argue on it specifically ( fig. 1 ). 

  Since the 1980s and the publication of DSM-III, psy-
chiatric nosography has been based on consensual diag-
nostic criteria that are modified according to studies test-
ing validity  [56] . One major limitation of this approach, 
despite many benefits, is that external validity is better 
achieved when clinical criteria are associated with exter-
nal description of behaviors or symptoms. Thus, in the 
field of autism, it is easier to achieve validity for symp-
toms such as ‘no expressed speech’ or ‘stereotypies’ than 
‘hypersensitivity to noises’ or ‘emotional regulation dys-
function’ because dealing with intrapsychic experiences 
is more complex. As a consequence, psychiatric nosogra-
phy has selected 3 major domains for diagnosis of ASD 
that can be assessed by external evaluation: deficits in 
social relationships, communication impairments, repet-
itive behaviors and restricted interests. 

  The current study based on first-hand accounts of per-
sons with ASD shows that what has been selected as ma-
jor signs by psychiatric nosography is regarded as a con-
sequence of their atypical perceptions and emotional reg-
ulation problems by the autistic individuals who expressed 
themselves ( fig. 1 ). Despite the non-representativeness of 
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the 20 accounts analyzed in our study, the results con-
cerning atypical perceptions and emotional regulation 
problems have been strengthened by numerous clinical 
observations, parents’ reports, imaging and electrophys-
iologic literature as well as cognitive science studies. We 
believe that our findings, along with all the results ob-
tained until now, could be taken into account in the next 
classifications.

  Conclusions 

 The current approach stresses the importance of the 
personal experiences of autistic persons to integrate the-
ories into a larger vision of autism. Indeed, one of the 
major difficulties with a theory is the tendency to focus 
on 1 aspect and then generalize without keeping in mind 
the other components. Often, causes and consequences 
are not really distinguished. Our results show that autis-
tic people who express themselves and who try to under-
stand how they function have deficits in social relation-
ships, communication impairments, repetitive behav-
iors and restricted interests derived from their unusual 
perceptual sensitivities and their special mode of think-
ing (detail-focused processing style) as well as their emo-
tional regulation problems. These considerations de-
serve to be taken into account by professionals to better 
understand the behavior and needs of persons with au-
tism and influence treatment programs. They could be 
most useful in establishing detailed evaluations so as to 
throw light on the causes of apparently erratic behaviors, 
and thus helping parents and caregivers to look after the 
autistic persons in an appropriate manner.

  Acknowledgments 

 This research was supported by the Fondation de France, the 
Centre de Recherche Psychotropes, Santé Mentale (CESAMES) 
and the Institut National de la Santé et de la Recherche Médicale’ 
(INSERM). We thank all the autistic persons, without whom 
this study could not have been possible, and especially G. Ber-
not, S. Bonnot-Briey, E. Data, M. Dawson, G. Huard and J.
Bouissac. We are grateful to Alain Ehrenberg for his encourage-
ments, Anne Révah-Levy for her help, Christine Calderon for 
her transcriptions of the interviews, Béatrice Berna, English 
teacher at the Centre Technique des Langues (Paris 5 Universi-
ty), for her corrections and Isabelle Babilaere for her technical 
assistance.

  Appendix 

 Books Written by Autistic Persons  
 Barron J, Barron S: There’s a Boy in Here. New York, Simon & 

Schuster, 1992.
  Bouissac J:  Qui j’aurai été … journal d’un adolescent autiste . Col-

mar, Autisme Alsace, 2002.
  Carpenter A: Autistic adulthood: a challenging journey; in Schop-

ler E, Mesibov G (eds): High Functioning Individuals with Au-
tism. New York, Plenum Press, 1992, pp 289–307.

  Gerland G:  A Real Person. Life on the Outside . London, Souvenir 
Press, 1997.

  Grandin T: Thinking in Pictures and Other Reports from My Life 
with Autism. New York, Doubleday, 1995.

  Grandin T, Scariano MM: Emergence. Labelled Autistic. Novato, 
Arena Press, 1986.

  Holliday Willey L: Pretending to Be Normal. Living with Asper-
ger’s Syndrome. London, Kingsley Publishers, 1999.

  Holliday Willey L: Asperger Syndrome in the Family. Redefining 
Normal. London, Kingsley Publishers, 2001.

  Lawson W: Life Behind Glass. A Personal Account of Autism 
Spectrum. London, Kingsley Publishers, 1998.

Communication
difficultiesEmotional regulation

problems

Altered perception
and

information processing

Restricted
and repetitive

behaviors

Social interaction
problems

Primary  impairments
self-reported by
autistic persons

Secondary  difficulties
=

DSM/ICD-10 nosography

  Fig. 1.  Major contribution of autistic per-
sons’ experiences regarding the current 
psychiatric nosography.   



 Chamak   /Bonniau   /Jaunay   /Cohen   

 

Psychother Psychosom 2008;77:271–279278

  Lee O’Neill J: Through the Eyes of Aliens. A Book about Autistic 
People. London, Kingsley Publishers, 1999.

  McKean T: Soon Will Come the Light. A View from Inside the 
Autism Puzzle. Arlington, Future Horizons, 1994.

  Newport J: Your Life Is Not a Label. Arlington, Future Horizons, 
2001.

  Schneider E: Discovering My Autism. London, Kingsley Publish-
ers, 1999.

   Schneider E: Living the Good Life with Autism. London, Kingsley 
Publishers, 2003.

  Segar M: Coping. A Survival Guide for People with Asperger Syn-
drome. Ravenshead, Early Years Diagnostic Centre, 1997.

  Shore S: Beyond the Wall. Personal Experiences with Autism and 
Asperger Syndrome. Kansas, Autism Asperger Publishing 
Company, 2001.

  Williams D: Nobody Nowhere. London, Doubleday, 1992.
  Williams D: Somebody Somewhere. London, Doubleday, 1994. 
  Williams D: Autism. An Inside-Out Approach. London, Kingsley 

Publishers, 1996.

  Internet Resources 
 Dawson M: The Misbehavior of Behaviorists. 2004. http://www.

sentex.net/ � nexus23/naa_aba.html (accessed September 
2007).

  Segar M: The Battles of the Autistic Thinker. 1997.   http://
www-users.cs.york.ac.uk/ � alistair/survival/ (accessed Sep-
tember 2007).

  Segar M: A Survival Guide for People with Asperger Syndrome. 
1997. http://www.autismandcomputing.org.uk/marc2.en.html 
(accessed September 2007).

  Sinclair J: Bridging the Gap. An Inside-Out View of Autism. 1992.
  http://web.syr.edu/ � jisincla/bridging.htm (accessed Septem-
ber 2007).

  Sinclair J: Don’t Mourn for Us. 1993.   http://web.syr.edu/ � jisincla/
dontmourn.htm (accessed September 2007).

  Interviews 
 Bernot G., Paris, 02/07/2004, 08/07/2004.
  Bonnot-Briey S., Paris, 14/07/2004.
  Dawson M., Montreal, 10/08/2004.
  Dubrulle E., Paris, 26/11/2005.
  Huard G., Montreal, 28/07/2004, 29/05/2006.
 

 References 

  1 Bailey A, Phillips W, Rutter M: Autism: to-
wards an integration of clinical genetic, neu-
ropsychological, and neurobiological per-
spectives. J Child Psychol Psychiatry 1996;  
 37:   89–126. 

  2 Itard JM: Mémoire sur le mutisme produit 
par la lésion des fonctions intellectuelles; in 
Mémoires de l’Académie Royale de Méde-
cine, 1848, vol 1, pp 107–121. 

  3 Carrey NJ: Itard’s 1828 Memoire on ‘Mutism 
Caused by a Lesion of the Intellectual Func-
tions’: a historical analysis. J Am Acad Child 
Adolesc Psychiatry 1995;   34:   1655–1661. 

  4 Kanner L: Austistic disturbances of affective 
contact. Nervous Child 1943;   32:   217–253. 

  5 Asperger H: Die autistischen Psychopathen 
im Kindesalter. Arch Psychiatr Nervenkr 
1944;   117:   76–136. 

  6 Berquez G: L’autisme infantile. Introduction 
à une clinique relationnelle selon Kanner. 
Paris, PUF, 1983. 

  7 Wing L: Asperger’s syndrome: a clinical ac-
count. Psychol Med 1981;   11:   115–129. 

  8 Rapin I: The autistic-spectrum disorders. N 
Engl J Med 2002;   347:   302–303. 

  9 Happé F: The autobiographical writings of 
three Asperger syndrome adults: problems 
of interpretation and implication for theory; 
in Frith U (ed): Autism and Asperger Syn-
drome. Cambridge, Cambridge University 
Press, 1991, pp 207–242. 

 10 Sacks O: An Anthropologist on Mars. New 
York, Knopf, 1995. 

 11 Bemporad J: Adult recollections of a former-
ly autistic child. J Autism Dev Disord 1979;   9:  
 179–197. 

 12 Volkmar FR, Cohen DJ: The experience of 
infantile autism: a first-person account by 
Tony W. J Autism Dev Disord 1985;   15:   47–
54. 

 13 Cesaroni L, Garber M: Exploring the experi-
ence of autism through firsthand accounts. J 
Autism Dev Disord 1991;   21:   303–313. 

 14 O’Neill M, Jones RSP: Sensory-perceptual 
abnormalities in autism: a case for more re-
search? J Autism Dev Disord 1997;   27:   283–
293. 

 15 Jones RSP, Quigney C, Huws JC: First-hand 
accounts of sensory perceptual experiences 
in autism: a qualitative analysis. J Intellect 
Dev Disabil 2003;   28:   112–121. 

 16 Molloy H, Vasil L: Asperger syndrome, ado-
lescence, and identity: looking beyond the 
label. London, Kingsley Publishers, 2004. 

 17 Sommer R, Clifford J, Norcross J: A bibliog-
raphy of mental patients’ autobiographies: 
an update and classification system. Am J 
Psychiatry 1998;   155:   1261–1264. 

 18 Crossley M, Crossley N: ‘Patient’ voices, so-
cial movements and the habitus; how psychi-
atric survivors ‘speak out’. Soc Sci Med 2001;  
 52:   1477–1489. 

 19 Pope C, Mays N: Reaching the parts other 
methods cannot reach: an introduction to 
qualitative methods in health and health ser-
vices research. Br Med J 1995;   311:   42–45. 

 20 Happé F, Frith U: The weak coherence ac-
count: detail-focused cognitive style in au-
tism spectrum disorders. J Autism Dev Dis-
ord 2006;   36:   5–25. 

 21 Chamak B, Cohen D: L’autisme: vers une 
nécessaire révolution culturelle. Med Sci 
2003;   19:   1152–1159. 

 22 Corin E: Facts and meaning in psychiatry: an 
anthropological approach to the lifeworld of 
schizophrenics. Cult Med Psychiatry 1990;  
 14:   153–188. 

 23 Chamak B: Autism and social movements: 
French parents’ associations and interna-
tional autistic individuals’ organisations. 
Sociol Health Illn 2008;30:76–96. 

 24 Chamak B: Les récits de personnes autistes: 
une analyse socio-anthropologique. Handi-
cap Rev Sci Hum Soc 2005;   105–106:   33–50. 

 25 Chamak B: L’annonce du diagnostic à des 
personnes autistes adultes: qu’en disent les 
personnes concernées?; in Danion A (ed):
Le diagnostic en psychiatrie. Questions 
éthiques. Paris, Masson, 2006, pp 95–104. 

 26 Rosenhall U, Nordin V, Sandstrom M, 
Ahlsen G, Gillberg C: Autism and hearing 
loss. J Autism Dev Disord 1999;   29:   349–357. 

 27 Kern JK, Trivedi MH, Garver CR, Granne-
mann BD, Andrews AA, Savla JS, Johnson 
DG, Mehta JA, Schroeder JL: The pattern of 
sensory processing abnormalities in autism. 
Autism 2006;   10:   480–494. 

 28 Grandin T: My experiences with visual 
thinking, sensory problems and communi-
cation difficulties. 2000. http://www.autism.
org/temple/visual.html (accessed January, 
2006). 

 29 Chamak B, Bonnot-Briey S, Cohen D: A pro-
pos du syndrome d’Asperger: un témoignage 
de l’intérieur. PSN (Psychiatr Sci Hum Neu-
rosci) 2004;   2:   46–54. 

 30 Van Dalen JGT: Autisme van binnenuit 
bekeken: kijken door licht-autistische ogen. 
Engagement 1994;   21:   29–39. 



 Autistic Voices Psychother Psychosom 2008;77:271–279 279

 31 Hutt C, Hutt SJ, Lee D, Ounsted C: Arousal 
and childhood autism. Nature 1964;   204:  
 909–919. 

 32 Ornitz AM, Guthrie D, Farley AH: The early 
development of autistic children. J Autism 
Child Schizophr 1977;   7:   207–229. 

 33 Kientz MA, Dunn W: A comparison of the 
performance of children with and without 
autism on the sensory profile. Am J Occup 
Ther 1997;   51:   530–537. 

 34 Greenspan S, Weider S: Developmental pat-
terns and outcomes in infants and children 
with disorders in relating and communicat-
ing: a chart review of 200 cases of children 
with autistic spectrum diagnoses. J Dev 
Learn Disord 1997;   1:   87–141. 

 35 Iarocci G, McDonald J: Sensory integration 
and the perceptual experience of persons 
with autism. J Autism Dev Disord 2006;   36:  
 77–90. 

 36 Boddaert N, Chabanne N, Belin P, Bourgeois 
M, Royer V, Barthelemy C, Mouren-Simeoni 
MC, Philippe A, Brunelle F, Samson Y, Zil-
bovicius M: Perception of complex sounds in 
autism: abnormal auditory cortical process-
ing in children. Am J Psychiatry 2004;   161:  
 2117–2120. 

 37 Oram Cardy JE, Flagg EJ, Roberts W, Brain 
J, Roberts TPL: Magnetoencephalography 
identifies rapid temporal processing deficit 
in autism and language impairment. Neuro-
report 2005;   16:329–332. 

 38 Novick B, Vaughan HG, Kurtzberg D, Silson 
R: An electrophysiologic indication of audi-
tory processing defects in autism. Psychiatry 
Res 1980;   3:   107–114. 

 39 Ludlow AK, Wilkins AJ, Heaton P: The effect 
of coloured overlays on reading ability in 
children with autism. J Autism Dev Disord 
2006;   36:   507–516. 

 40 Bertone A, Mottron L, Jelenic P, Faubert J: 
Enhanced and diminished visuo-spatial in-
formation processing in autism depends on 
stimulus complexity. Brain 2005;   128:   2430–
2441. 

 41 Talay-Ongan A, Wood K: Unusual sensory 
sensitivities in autism: a possible crossroads. 
Int J Disabil Dev Educ 2000;   47:   201–212. 

 42 Noens I, Van Berckelaer-Onnes I: Making 
sense in a fragmentary world: communica-
tion in people with autism and learning dis-
ability. Autism 2004;   8:   197–218. 

 43 Jones RSP, Zahl A, Huws JC: First-hand ac-
counts of emotional experiences in autism: a 
qualitative analysis. Disabil Soc 2001;   16:  
 393–401. 

 44 Ben Shalom D, Mostofsky SH, Hazlett RL, 
Goldberg MC, Landa RJ, Faran Y, McLeod 
DR, Hoehn-Saric R: Normal physiological 
emotions but differences in expression of 
conscious feelings in children with high-
functioning autism. J Autism Dev Disord 
2006;   36:   395–400. 

 45 Berthoz S, Hill E: The validity of using self-
reports to assess emotion regulation abilities 
in adults with autism spectrum disorder. Eur 
Psychiatry 2005;   20:   291–298. 

 46 Plaisted K, O’Riordan M, Baron-Cohen S: 
Enhanced discrimination of novel, highly 
similar stimuli by adults with autism during 
a perceptual learning task. J Child Psychol 
Psychiatry 1998;   40:   777–783. 

 47 De Clercq H: Dis maman, c’est un homme ou 
un animal? Autisme France Diffusion, 
2002. 

 48 Hermelin B: Bright Splinters of the Mind. A 
Personal Story of Research with Autistics Sa-
vants. London, Kingsley, 2001. 

 49 Schlooz WA, Hulstijn W, van den Broeck 
PJA, van der Pijll AC, Gabreëls F, van der 
Gaag RT, Rotteveel JJ: Fragmented visuospa-
tial processing in children with pervasive de-
velopmental disorder. J Autism Dev Disord 
2006;   36:   1025–1037. 

 50 Brian JA, Tipper SE, Weaver B, Bryson SE: 
Inhibitory mechanism in autism spectrum 
disorders: typical selective inhibition of lo-
cation versus facilitated perceptual process-
ing. J Child Psychol Psychiatry 2003;   44:   552–
561. 

 51 Mottron L, Burack JA, Iarocci G, Belleville S, 
Enns JT: Locally orientated perception with 
intact global processing among adolescents 
with high-functioning autism: evidence 
from multiple paradigms. J Child Psychol 
Psychiatry 2003;   44:   904–913. 

 52 Brosnan MJ, Scott FJ, Fox S, Pye J: Gestalt 
processing in autism: failure to process per-
ceptual relationships and the implications 
for contextual understanding. J Child Psy-
chol Psychiatry 2004;   45:   459–469. 

 53 Gepner B: Autistic constellation, movement, 
time and thought: emotion mis-sight, other 
temporospatial processing disorders of sen-
sory flows and dyssynchrony in autism. De-
venir 2006;   18:   333–379. 

 54 Frith U: Autism. Explaining the Enigma. 
Oxford, Blackwell, 1989. 

 55 Brock J, Brown CC, Boucher J: The temporal 
binding deficit hypothesis of autism. Dev 
Psychopathol 2002;   14:   209–224. 

 56 Robins E, Guze SB: Establishment of diagno-
sis validity in psychiatric illness: its applica-
tion to schizophrenia. Am J Psychiatry 1970;  
 126:   983–987. 

  


