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Context of study
• Growing literature on the sociology of diagnosis and how economic,
social, political and cultural practices shape diagnosis (Nadesan, 2005)
• Shifts in diagnostic criteria and resulting clinical guidelines impact on
the meaning of autism as a condition
• Significant increase in rates of diagnosis to about 1% of population

A sociological view of diagnosis
• A way of categorising people (as ill or healthy)
• An intervention in itself with consequences for health

• A social transactional process which clinicians, patient and carers may
negotiate
Jutel & Nettleton, 2011

Diagnosing Autism
•
•
•
•
•

Defined by behaviourally-defined symptoms (wide and diverse range)
A spectrum
Lifelong condition
Early presentation of symptoms
Causing significant impairment in social, occupational etc. areas

Traditionally a ‘triad’ with persistent patterns of difficulties in:
• Social communication
• Social interaction
• Repetitive and rigid behaviours and interests

APA, 2013

Some changes in how way we think about
autism
Caused by ‘refrigerator mothers’
(Bruno Bettleheim, 1967)

Aetiology (mostly) unknown

Classified as childhood schizophrenia
(prior to 1980)

Classified as a pervasive neurodevelopmental disorder

Three symptom domains (triad)
(prior to 2013)

Two symptom domains

The meaning of autism?
• Autism means different things to
different people at different times in
different places
• Neurodiversity movement is challenging
what autism means - a disorder or part
of a ‘normal’ range behaviours

Diagnostic assessment process in UK

Underlying principles of study
• There are social influences and social processes in diagnosis which might
be possible to see in ASD diagnostic processes due to:
• lack of clear threshold for diagnosis within the spectrum (diagnosis as classification
requires boundaries) (Jutel, 2009)
• lack of biomarkers and uncertainty about underlying biology
• diagnostic criteria being partly based on social interaction and levels of impairment
• the way in which diagnosis is negotiated between clinicians in MDTs
• dependence on clinical judgement and consensus to resolve uncertainty
• the role of the patient’s family in assessing the impact of behavioural symptoms

Research Questions
• What is the institutional and policy framework for autism diagnosis in
both adult and child diagnosis?
• What are clinicians’ beliefs, practices and decision-making processes
when undertaking assessments of people who may have an
assessment of ASD in secondary care?
• How are diagnostic decisions around autism formulated?

Study one: policy framework
• Review of autism policy and strategy documents in UK; NICE clinical
guidelines; National Autism Strategy; statutory guidance; practice
parameters
• Content analysis to pull out the social-contextual factors and social
processes in ASD diagnosis

Study two: clinicians’ beliefs, practices and
decision-making processes
• Clinicians’ interviews

• Consideration of factors included in diagnostic process with a focus
on:
• Uncertainty (‘borderline’ cases)
• Disputed cases

• Thematic analysis

Study three: formulation of diagnostic
decisions
• Observation of Autism Assessment Team’s MDT meetings
• Focus on clinician interaction towards the decision-making
process
• Conversation analysis

Purpose of study
• To identify what (if any) social factors influence the diagnostic process
• To identify the key social ‘tipping points’ for diagnosis

• To consider the implications of the ‘meaning’ of autism as a medical
category and the impact on diagnostic practice

Thank you!
Questions and comments welcome….

References
American Psychiatric Association. (2013). Highlights of Changes from DSM-IV-TR to DSM-5. American Psychiatric Association, Washington, …,
19. https://doi.org/10.1176/appi.focus.11.4.525
APA. (1980). Diagnostic and Statistical Manual of Mental Disorders (Third Edition). Washington DC: American Psychiatric Association.
APA. (2013). Diagnostic and Statistical Manual of Mental Disorders (Fifth Edition). Washington DC: American Psychiatric Association.
Baggs, A. (2007). In my language (video file). Retrieved from http://www.youtube.com/watch?v=JnylM1hI2jc&t=27s (February 2017)
Baird, G., Cass, H., & Slonims, V. (2003). Diagnosis of autism. Bmj, 327(7413), 488–493. https://doi.org/10.1136/bmj.327.7413.488
Baron-Cohen, S., Scott, F. J., Allison, C., Williams, J., Bolton, P., Matthews, F. E., & Brayne, C. (2009). Prevalence of autism-spectrum conditions:
UK school-based population study. British Journal of Psychiatry, 194(6), 500–509. https://doi.org/10.1192/bjp.bp.108.059345
Bettleheim, B. (1967). The Empty Fortress. New York: The Free Press.
Folstein, S., & Rutter, M. (1977). Infantile autism: a genetic study of 21 twin pairs. Journal of Child Psychology and Psychiatry, and Allied
Disciplines, 18(4), 297–321. Goodman, R., & Scott, S. (2012). Child and Adolescent Psychiatry. Oxford: Wiley-Blackwell.
Green, H., McGinnity, A., Meltzer, H., & Ford, T. (2004). Mental health of children and young people in Great Britain , 2004.
https://doi.org/10.1037/e557702010-001
Hurley, R. S. ., Losh, M., Parlier, M., Reznick, J. S., & Piven, J. (2007). The broad autism phenotype questionnaire. Journal of Autism
Developmental Disorders, 37, 1679–1690. https://doi.org/10.1177/1362361304040636
Jutel, A. (2009). Sociology of diagnosis: A preliminary review. Sociology of Health and Illness, 31(2), 278–299. https://doi.org/10.1111/j.14679566.2008.01152.x

References
Jutel A, Nettleton S. Towards a sociology of diagnosis: reflections and opportunities. Soc Sci Med 1982. 2011 Sep;73(6):793–800.
Lotter, V. (1966). Epidemiology of autistic conditions in young children - 1. Prevalence. Social Psychiatry, 1(3), 124–135.
https://doi.org/10.1007/BF00584048
Nadesan, M. (2005). Constructing Autism: Unravelling the “Truth” and Understanding the Social. . London: Routledge.
Newschaffer, C., Croen, L. A., Daniels, J., Giarelli, E., Grether, J. K., Levy, S. E., … Windham, G. C. (2007). The epidemiology of autism spectrum
disorders. Annual Review of Public Health, 28, 235–58. https://doi.org/10.1146/annurev.publhealth.28.021406.144007
Piven, J., Palmer, P., Jacobi, D., Childress, D., & Arndt, S. (1997). Broader Autism Phenotype: Evidence From a Family History Study of MultipleIncidence Autism Families. Am J Psychiatry BROADER AUTISM PHENOTYPEAm J Psychiatry, 154(154), 185–190.

Russell, G., Kelly, S., & Golding, J. (2010). A qualitative analysis of lay beliefs about the aetiology and prevalence of autistic spectrum disorders.
Child: Care, Health and Development, 36(3), 431–436. https://doi.org/10.1111/j.1365-2214.2009.00994.x
Silverman C. Understanding Autism: Parents, Doctors, and the History of a Disorder. Princeton University Press; 2011. 354 p.
World Health Organization. (1993). The ICD-10 Classification of Mental and Behavioural Disorders. International Classification, 10, 1–267.
https://doi.org/10.1002/1520-6505(2000)9:5<201::AID-EVAN2>3.3.CO;2-P

