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• Identity-first language is being used rather than person-first 
language, e.g. the term ‘autistic person’ instead of ‘person 
with autism’, as this is the terminology that my participants 
prefer, as do the majority of the autistic community (Kenny 
et al. 2016)

• ‘Autism’ is being used as shorthand for ‘autism spectrum 
condition’ without additional learning disability (LD)

• The terms ‘woman’ and ‘mother’ include individuals whom 
society generally perceive to be fulfilling these social roles, 
and include non-binary identities



• Throughout my life, I always felt ‘different’, that I did not 
belong, but thought it was due to my traumatic childhood 

• Age 11, I had already attempted suicide, dropped out of 
school, and started psychoanalysis

• Age 17, I met my husband – he encouraged me to talk and, 
for the first time, express my feelings

• Work as an senior scientist at UK Health Security Agency 
(formally Public Health England) since 1996

• BSc (Hons) degree in Biology with the OU

• MSc in Medical Microbiology with University of 
Westminster

• Currently work on HIV and COVID-19

• Many bouts of depression, anxiety, panic attacks             
and social phobia……

• Aged 42, finally had my son Leon

• Leon diagnosed with autism and ADHD at age 4

• At 48, I did a PGCert in Autism and AS at SHU

• At 50, I was diagnosed with Autism and ADHD

• At 51, I started my DHRes at UH, now in 5th year



• Autistic women under-represented in research - clear male-biased understanding by 
clinicians (Hurley 2014)

• Systematic literature review – the ‘Sense-making narratives of autistic women 
diagnosed in adulthood’ (Kelly et al. 2022)  – synthesised the data of 50 women from 
nine qualitative studies and four main themes were identified:

– wanting to ‘fit in’

– making sense of past experiences

– developing a new ‘autistic identity’

– barriers to support

• Women often recognise their own neurodiversity whilst researching autism on 
behalf of their children (Crane et al. 2018)

• Number of autistic mothers unknown, although hereditary (AWM, 2015)

• Little awareness of autistic motherhood as an identity or social role, only two 
qualitative studies on mothers 

• Autism is a complex neurodevelopmental condition -
lifespan prevalence of 1% (Brugha et al. 2012)

• Asperger syndrome categorised by WHO in 1992

• Autism diagnoses increased during the last 30 years – but 
mostly in boys (Brugha et al. 2012) 

• M/F ratio was 4:1 (2:1 with LD; 10:1 without); now 3:1 
(Loomes et al. 2017)



Aim

To explore women’s experience of motherhood following an autism 
diagnosis in adulthood 

Objectives

To describe what experiences or events lead women to seek out, or be 
sent for, an autism diagnosis in adulthood

To investigate the impact of an autism diagnosis on women’s 
relationships with their children

To determine how autism diagnoses may affect women’s maternal self-
efficacy

To reveal what aspects of women’s own childhood experiences may be 
reframed following an autism diagnosis



• 10 participants, chosen in order 
they applied and returned consent 
form

• All had autistic children (some 
undiagnosed), 2 mothers also had 1 
neurotypical child

• Gender: 7 women and 3 non-binary
• Ethnic group: 8 White British, 1 

Asian Indian and 1 White Roma
• Semi-structured interviews on MS 

Teams - relaxed conversational style
• Established an empathetic 

relationship with each participant 
• All participants seemed to find the 

interview a positive experience

• Inclusion criteria: English-speaking mothers, living in UK, with 
autism diagnosis received ≥18 years

• Advertised invitation in two private Facebook groups for people 
who identify as autistic - over 100 responses!



• During social interaction, there is often a lack of mutual comprehension 
between people with different perceptual worlds and differing 
dispositions termed the ‘double empathy problem’ (Milton 2012)

• The theory challenges the idea that autistic people lack empathy

• It is not only autistic people who struggle to read the intentions and 
motivations of non-autistic people - the same happens in reverse –
communication/interaction is a ‘two-way street’ (Milton 2017).

• Those with similar dispositions more likely to form connections and 
rapport (Heasman & Gillespie 2019). 

• Having a similar lived experience is more likely to lead to descriptive and 
insightful accounts (Fletcher-Watson et al. 2018)

• As the participants and I were both autistic, mis-
understandings were reduced

• Having a shared identity with my participants meant I                             
was better able to foster trust and rapport

• I was also able to connect with the autistic community                                       
to recruit participants and disseminate my findings 



• Having ‘insider experience’ of the phenomena I am  
exploring, my interpretations of the data and my writing 
is limited by, and situated by, my knowledge and my 
experience of the world (Haraway 1988; Willig 2013)

• This knowledge helped me to relate to and understand 
the experiences and emotions the participants described

“...right from the start, 
from the time someone 
came up with the word 
‘autism’, the condition 

has been judged from the 
outside, by its 

appearances, and not 
from the inside according 
to how it is experienced.” 

(Williams 1996: 14)

• Qualitative work necessitates a researcher's involvement - a completely value-free 
‘objective’ perspective is not possible (Willig 2013)

• Developing an awareness of my assumptions and beliefs and using them to enrich 
my data analysis; rather than thinking of them as biases that need eliminating

• Using curiosity and open-mindedness - listening closely to participant’s narratives 
and interpretating how they make sense of their lives. Make sure that their interests 
and views are expressed (Bertilsdotter Rosqvist et al. 2019)

• Emphasise reflexivity, rather than ‘bracketing’ – being honest about my values and 
beliefs. Aim for rigor, transparency, constant reflection and learning

• Positionality and reflexivity are critical examinations of how one sees the social world 
and understands the relationship between content, context and consequences of 
knowledge arising from the research process (May & Perry 2017)

• Keep a reflexive journal and post-interview field notes to record thoughts, decisions 
made, critical themes identified during analysis, etc. (Finley 2002)



I would like to acknowledge the incredible support and insight I 
have received in the last five years from my two supervisors, 

Professor Shula Ramon and Dr Shivani Sharma, during my 
Professional Doctorate in Health Research programme. It is, and 

always will be, greatly appreciated. 

I would also like to thank my ten participants for their openness 
and honesty during this study.  
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