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Abstract 

Little is known about the significance of cultural differences to how caregivers receive a 

diagnosis of neurodevelopmental disability. As part of a Fetal Alcohol Spectrum Disorder 

prevalence study among sentenced, detained youth, our qualitative study explored the 

experiences of diagnostic assessment among detained young people and their caregivers. We 

present findings from the perspectives of caregivers. In conversation with the sociology of 

diagnosis literature, we present vignettes of three Aboriginal and two non-Aboriginal 

caregivers’ experiences of the diagnostic assessment process. We found that Aboriginal 

caregivers conceptualised their children’s diagnosis and ongoing management in the context 

of their family networks and community. In contrast, non-Aboriginal caregivers focused on 

how the diagnosis would affect their child and interactions with various institutions including 

healthcare systems and schools. Caregivers’ engagement with diagnostic reports and 

resources also followed cultural lines. Reflections on intergenerational drinking were voiced 

by Aboriginal caregivers, who expressed shame at receiving diagnosis. These findings 

advance our appreciation of cultural difference in receiving a diagnosis, the examination of 

which is in its nascent stages. We also suggest ways to mitigate harm from a stigmatising 

diagnosis and soften the well-established effects of medical dominance over the process of 

defining a person’s capacity and status. 
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Introduction 

Diagnosis serves a critical function in organising illness, identifying and providing 

pathways to treatments, and predicting likely outcomes. Fully appreciating diagnosis requires 

an appreciation of how diagnoses sit within the wider context of social forces, interactions, 

and relationships (Jutel 2009; Jutel 2019; Blaxter 2004; Blum 2015). As sociological 

contributions have demonstrated, much of the practice of diagnosis is often taken for granted, 

with reported professional labels glossing over the ways in which diagnostic work is 

embodied (Gardner and Williams 2015; Author), and a product of communication between 

the doctor and patient (Turowetz and Maynard 2019) with the potential for clinical 

uncertainty (Rafalovich 2005; Rasmussen 2017). The doing of diagnostic work is also 

embedded in relations of medical authority and power (Nettleton and Jutel 2011), giving 

diagnosticians the ability to define patients’ behaviour and control access to health resources 

(De Swaan 1989; Whelan 2007). The extensive literature on medical dominance and patient 

expertise highlights how patients and caregivers are not passive recipients of a diagnosis. 

Instead, people receive and understand a diagnosis increasingly within social, cultural, and 

environmental circumstances, and their lived experience (Blaxter 2004; Blum 2015). The 

diagnostic process can also be a site of resistance (Gill, Pomerantz and Denvir 2010; Zarhin 

2015; Author). 

The social aspects of diagnosis have long been of interest to sociologists, though 

relatively little attention has been paid to the ways in which different social groups engage 

with diagnostic processes. Gendered aspects of diagnosis have received some attention, 

particularly via analysis of gender-specific conditions. Studies of women’s engagements with 

endometriosis diagnoses have emphasised contestation of medical expertise (Whelan 2007; 

Young, Fisher and Kirkman 2019). The significance of masculinities to men’s discourses 
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about mental health diagnoses have also been subject to inquiry (Johnson et al. 2012), 

demonstrating that men are more reluctant than women to seek a diagnosis for a mental 

health condition (Zimmerman, Morrison and Heimberg 2015). Understanding diagnosis in 

relation to aging has also been examined, particularly in cases such as Alzheimer’s and 

dementia, revealing the importance of listening to both caregivers and patients about their 

experiences of receiving a diagnosis regardless of cognitive condition (Brossard and 

Carpentier 2012; Schrag et al.  2018). 

Many of these studies involve examination of social status and stigma of diagnosis, 

including the potential harm from diagnostic labels (Brown, 2008; Link and Phelan, 2001). In 

a study of middle class fathers’ experiences of ADHD for their child, fathers described 

feeling pressure to seek a medical diagnosis for what they felt was a social problem in order 

to receive support (Olsvold, Aarseth, and Bondevik 2019). Middle class fathers were more 

likely than fathers from a low socio-economic group to describe shame and guilt about 

having a child who misbehaved or was uncontrollable (Olsvold, Aarseth, and Bondevik 

2019). Studies of mothers’ parenting children with disabilities have also captured the stigma 

associated with the difficult work they undertake navigating systems of care and advocating 

their children’s needs (Landsman, 2010, Blum, 2015; Ryan and Runswick Cole, 2008). 

Cultural aspects of diagnosis have also been highlighted, with scholars demonstrating that 

racial and ethnic disparities can prevent accessing diagnostic services, prompting calls for 

culturally relevant community-based diagnostic services and interventions (Magana et al. 

2013). 

Studies of how different cultural groups respond to diagnoses are in their nascent 

stages. How health and illness is understood in the context of global Indigenous1  cultures, 

 
1  In this article, the term ‘Aboriginal’ is used with respect when referring to Australian Aboriginal and Torres 
Strait Islander peoples. The term ‘Indigenous’ is used when referring to global populations.  
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particularly where these cultures have endured centuries of colonial oppression, has been the 

subject of inquiry in a range of scholarly areas, including anthropology, medicine, and post-

colonial studies (Wandji, 2019). Comprised mostly of deficit focused, Western-centred 

assumptions of Indigenous health and illness, these works have been extensively criticised for 

their lack of regard to Indigenous voices and knowledge systems (Chandler, 2012; Sherwood, 

2013). Despite the well-established benefits of privileging Indigenous voices in health and 

illness research (Bessarab and Ng’andu, 2010; Sherwood, 2013), examination of the potential 

for shame and stigma to affect access to diagnostic services, or how a diagnosis is received, 

are largely absent in the context of Indigenous populations (Ayunerak et al., 2014). 

This article begins to address this research gap through a comparative analysis of how 

caregivers from Aboriginal and non-Aboriginal Australian backgrounds respond to receiving 

a diagnosis of FASD or neurodevelopmental impairments for their child.  These caregivers 

participated in a first-of-its-kind Australian study which was undertaken to establish the 

prevalence of Fetal Alcohol Spectrum Disorder (FASD) among youth sentenced to detention 

in (name of centre) between 2015 and 2017 (Author). FASD is a lifelong, preventable brain 

injury caused by alcohol exposure during pregnancy and those affected can have a myriad of 

secondary problems including trouble with the law (Fast and Conry 2004). Individuals with 

neurodevelopmental impairments (regardless of prenatal alcohol consumption) can have 

memory and attention problems, difficulty with language and communication, they are 

suggestible and prone to impulsivity (McLachlan et al. 2014). Of the 99 youth who 

underwent full assessments in the prevalence study, 74% were Aboriginal and half were from 

remote or regional WA. Thirty-six percent of participants were diagnosed with FASD and 

89% were diagnosed with at least one severe neurodevelopmental impairment (Author). In 

addition to providing important information about the prevalence of FASD, this study has 
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opened a unique opportunity to explore cultural needs and understandings about receiving a 

diagnosis and diagnostic resources. 

Variation between Indigenous and non-Indigenous peoples is signalled by the broader 

literature on Indigenous conceptualisations of health. The worldviews of Australian 

Aboriginal people are diverse and vary across Australian states. In WA, where this study was 

conducted, scholars have investigated the cultural intersections and different worldviews that 

affect the health of Aboriginal people (Vicary and Westerman 2004). Acknowledging the 

impact of colonisation and the connection between history and the current circumstances of 

Aboriginal families and communities, Vicary and Westerman (2004) argue that it is critical to 

appreciate Aboriginal people’s engagement with Western models of diagnosis and treatment 

in the context of the multiplicity of factors that impact wellness, including employment, 

overcrowding and inadequate housing, high rates of family violence, crime, alcohol and other 

drug use, and poverty. Aspects of Aboriginal culture may also be significant to engagements 

with the diagnostic process. Indigenous cultures share knowledge through the oral 

transmission of stories and have visual-spatial strengths that assist understanding and learning 

(Pewewardy 2002; Hickey and Wilson, 2017; Hughes, More and Williams 2004; Thomas et 

al. 2019).  

We conducted interviews with 17 caregivers of diagnosed youth. The qualitative 

study is the first of its kind internationally to examine multiple participant experiences, 

understandings, and perceived implications of assessments and diagnoses for justice-involved 

youth in detention. We present five vignettes to provide a rich account of the lived reality and 

experience of receiving a diagnosis. We demonstrate cultural patterning in how caregivers 

conceptualise their children’s diagnosis and ongoing management, with variation in whether 

diagnosis and care is considered principally in relation to individuals or their communities, 

and whether Western institutions (legal, healthcare, schools) are seen as sites of support. 
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Shame is also significant in how Aboriginal caregivers receive a diagnosis of FASD in the 

context of intergenerational drinking. 

Background 

There is a paucity of literature exploring the way that caregivers receive a diagnosis 

for neurodevelopmental disabilities such as FASD. North American studies have found 

caregivers typically reported high satisfaction with FASD diagnostic processes and outcomes 

(Astley 2014). Other studies have captured how receiving a diagnosis can have dual 

consequences, with birth mothers experiencing grief, guilt and regret, and simultaneously 

feeling validated and relieved to have answers to their child’s difficulties (Sanders and Buck 

2010).  Caregivers have also expressed concern about the uncertainty of their child’s future in 

the absence of community support as they age (Murphy et al. 2007). For mothers who have 

children with disabilities, advocacy for their child(ren) is a much greater need, and is required 

more frequently, and over a much longer period of time (Blum 2015; Landsman, 2010; Doak 

et al. 2019) than for other children. 

Two Australian studies (Chamberlain et al. 2017; Doak, et al. 2019) have explored 

FASD diagnostic experiences for caregivers, though neither discussed nor differentiated 

between Aboriginal and non-Aboriginal Australian caregivers. The studies found the 

experience of diagnosis was validating (Chamberlain et al. 2017) and a positive for 

caregivers, and that caregivers gained new knowledge and insight about their children. 

Caregivers saw benefit in diagnosis from raised awareness of children’s problems being 

attributed to neurodevelopmental impairments, and from recommendations and supports 

provided during the diagnostic process (Doak et al. 2019). However, a lack of access to long-

term services tailored to children’s needs left caregivers feeling alone and unsupported 

(Chamberlain et al. 2017).  Factors such as age, socio-economic status, and geographical 

proximity to services obstructed benefits from diagnosis (Doak et al. 2019).  
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The broader literature on caregivers posits that social and biomedical explanations of 

diagnosis are interwoven narratives, and that network and resource mobilisation are preferred 

to medical intervention (Blaxter 2004; Malacrida 2004; Riessman 2008; Ryan and Runswick 

Cole, 2008). These narratives can produce collective understandings and connections which 

can assist caregivers, particularly where diagnosis is for less visible conditions such as 

neurodevelopmental disabilities (Blum 2015; Garro and Yarris 2009; Malacrida 2001). For 

mothers who have children with disabilities, advocacy for their child(ren) is a much greater 

need, and is required more frequently, and over a much longer period of time (Blum 2015; 

Landsman 2010; Doak et al. 2019) than for other children. A deeper understanding of the 

social and biomedical nature of the diagnosis can help parents and carers in this task.  

 

It is important to explore what diagnostic processes mean for patients and their care 

networks to alleviate diagnostic uncertainty and ambivalence (Malacrida 2004). Without a 

diagnosis, caregivers can also be excluded from access to interventions, education, and 

support (Ennis-Cole, Durodoye and Harris 2013). This has been shown the case for 

Aboriginal children, particularly if they are geographically remote (Long 2015). 

Caregivers’ experiences of shame in response to diagnosis has also been raised in 

relation to mental health conditions and conduct disorders (Olsvold, Aarseth, and Bondevik 

2019), and autism and FASD (Corrigan et al. 2017). In each of these cases, shame relates to 

caregivers’ perceptions or awareness of having caused their children’s problems and being 

subjected to messages of parental incompetence. Caregivers can feel shame because they 

anticipate negative labelling and stigma from a diagnosis, with blame and shame often 

occurring simultaneously (Francis 2012). Avoidance of a diagnosis in some cultural groups 

has also been identified, as diagnosis of disability is shameful (Heneker et al. 2017; Liu 

2005).  
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This existing scholarship on the sociology of diagnosis and caregiver experience leads 

us towards a series of research questions: 

1. How might understanding of, and engagement with, a diagnosis for FASD or for 

neurodevelopmental impairments be different for Aboriginal and non-Aboriginal 

people? 

2. In what ways are engagements with diagnostic resources affected by cultural 

background? 

3. Are there observable patterns in how caregivers conceptualise the needs of their 

children? 

4. How do feelings of shame manifest in response to the diagnostic process? 

Methods 

Participants 

Purposive sampling was used to recruit caregivers. Nineteen caregivers who provided 

consent for their young person’s participation in a FASD prevalence study were approached 

for an informal ‘yarn’ to explore their understandings and experiences of the research. Fifteen 

yarns with 17 participants were conducted, including two dads, two couples, six mothers, and 

five grandmothers. There were 12 Aboriginal and five non-Aboriginal Australian 

participants. Six participants were from urban WA, five were from remote areas, and four 

from regional areas. Participants had previously met with researchers from the multi-

disciplinary clinical team and, where relevant, had been given their child’s diagnosis. All 

participants were provided with a Multi-Disciplinary Diagnostic Report (hereafter ‘diagnostic 

report’) prepared by the multi-disciplinary clinical team. Researchers met with the 

participants to provide feedback and translation of the diagnostic report. 

The researchers were aware of the need to minimise the harm that caregivers may 

have experienced. Some of these interviews were attended by the qualitative researcher in 
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company with the Research Officer because of the rapport that had already been built 

between them. In two interviews, both researchers were present for the entirety. The 

remainder were undertaken by the lead qualitative researcher. Remote and regional 

interviews were set up in community, with the assistance of youth justice personnel who 

worked with the families.  

Data Collection 

Data were collected using ‘yarning’ (Bessarab and Ng’andu 2010). Having a ‘yarn’ is 

embedded in the language of Australian Aboriginal people and is an ‘Indigenous cultural 

form of conversation’ (Bessarab and Ng’andu 2010 p. 37). Yarning creates relationships and 

governs responsibility and although yarning data can seem superfluous or irrelevant, it often 

reveals rich, insightful and valuable contexts (Bessarab and Ng’andu 2010). The qualitative 

researcher was an Aboriginal woman, making yarning culturally safe and aligned with the 

cultural values of Aboriginal people. It was also considered to be appropriate for non-

Aboriginal participants in the study (for more details on the yarning method, see Author). It is 

important to note that while two Aboriginal fathers participated in this research, there were 

barriers to how much these participants could share with a female researcher, and so we focus 

on female caregivers in our analysis. 

Six urban and five regional yarns were face-to-face. For remote participants, one 

interview took place in the detention centre and the remaining five in their community, four 

face-to-face and one via Skype.  Location was chosen by the participants. On average, the 

yarns took half an hour. All participants were advised that the yarn was confidential and that 

neither they, nor their family members, would be identifiable. They were advised that they 

could stop the yarn at any time. 

Prior to the yarn, participants were advised that the purpose of yarning was to get 

thoughts about receiving feedback about the results of their young person’s diagnostic 
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assessments and to explore their thoughts on the diagnostic reports. With verbal consent, 

interviews were voice recorded and transcribed verbatim. Immediately following the yarn, 

the researcher recorded reflective field notes. 

Data Analysis 

Data from all participants were analysed using thematic network analysis (Attride-

Stirling, 2001) sensitized by an ontological approach which privileges what participants say 

they experience and how they make sense of these experiences (Creswell 2012). From such a 

perspective, participant reality is subjective and diverse.  

Two researchers initially reviewed the data and identified key themes, with 

preliminary analysis undertaken immediately following data collection.  Data were entered 

into NVivo 11 Pro (2016) for coding and themes compared. Study team members regularly 

met and reviewed themes from the participant data. These reviews helped to ensure 

consistency in data interpretation through multiple perspectives and iterations. The primary 

researcher also conducted multiple analysis reviews to compare, confirm, and develop final 

data interpretations. 

Vignettes were chosen to complement the narrative yarning approach taken to data 

collection. Constructing vignettes offered a comprehensive way to provide a rich account of 

the lived reality and experience of receiving a diagnosis. It also provided a culturally relevant 

and safe method (Blodgett et al, 2011) for presenting the unique stories of the participants in 

this research.  

In preparing the vignettes, the data from all 17 participants were re-analysed through 

an interpretivist lens which acknowledges participant realities are socially constructed and 

changeable, and agreed within cultures, social setting and relationships (e.g. Denzin and 

Lincoln 2003). From this process, five participants were selected based cultural background, 

depth of available data, children’s diagnosis and transcripts reflecting diverse of views of the 
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diagnostic process. This allowed for a rich amount of data which reflects the stories of all 

participants in the qualitative study. All names are pseudonyms. Small details, such as 

immaterial but potentially identifying elements of examples, and reference to specific 

personnel and institutions, demographics and contextual information have been changed to 

protect participant identities. The vignettes were reviewed by members of the research team 

to ensure no story was identifiable.  

Vignettes 

Phyllis and Peter 

Phyllis is an Aboriginal grandmother who lives in a small community in very remote 

WA. The community is around 400 kilometres from the closest regional centre. Phyllis has 

many grandchildren, including 16-year-old grandson Peter, who was diagnosed with FASD 

in the prevalence study. At the time of the interview Peter had been released and was living 

with Phyllis. 

When discussing whether Phyllis was surprised by the diagnosis she said: 

No, not really. I went to the school a lot because the kids were always in trouble, but 

school never tried to teach him special ways. Just saw them as naughty. Just put on 

band aids at school. 

For Phyllis, diagnosis provided a way to explain the behaviour and combat the stigma Peter 

experienced:  

He is not an asshole like plenty of people think. It is because of that thing in his brain 

[FASD] … I send Peter to tell the other one to come home.  Peter has forgotten what 

he is doing by the time he finds his brother, so neither of them get home and then they 

both end up getting into trouble. I want her [daughter’s] other kids assessed you 

know, because she drank heavily, and they are still quite young, and they are running 

amok already. 
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Justice personnel assisted Phyllis with understanding and translating the contents of the 

diagnostic report. Diagnosis was useful in that it helped get assistance for Peter: 

I gave the report for [social services personnel] and Peter, he’s been able to get help 

for disability. It much easier than for him remembering to go for job thing. 

Phyllis liked the visual strategies that were provided as part of the diagnostic report. Relaying 

a story of how she sends Peter to the shop, she explained:  

He never get that right. I make it clear ORANGE JUICE [participant emphasis], but 

he always come back with an orange. Next time I drew a picture of a bottle of juice to 

take with him and he brought back the one; it worked! 

The diagnosis also helped Phyllis recognise FASD in another family member:   

I think my son has it [FASD]. He has been in and out of prisons ... I drank a lot, but I 

didn’t know you know. 

While there were a number of useful aspects about receiving the diagnosis, it also 

came with shame and concerns about supporting family members with FASD long term. 

Phyllis commonly has a dozen or so grandchildren in her care, including Peter’s brothers. 

Particularly in remote Aboriginal communities, this central role of the extended family in 

care is normal and accepted. ‘All the sisters are aunties, all the nans are mums – it blackfulla 

way’, she said. However, she had concerns about how long she would be able to keep caring 

for her grandchildren given her age. Peter’s mum was unable to significantly contribute to 

care because she continued to drink. Her continued drinking, and drinking in pregnancy, was 

a source of shame for Phyllis, and yet she recognised the intergenerational mirroring of 

negative behaviour [drinking in pregnancy]: 

I am so mad with her but then I did it to [drink alcohol during pregnancy] and she was 

the same. 
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Katie and Kieran 

Katie is a non-Aboriginal mother who lives in urban WA. Katie is a professional, 

working full-time and lives with her husband and children. Katie’s 15-year-old son, Kieran, 

was diagnosed with neurodevelopmental impairments in the severe range in the prevalence 

study. At the time of the interview, Kieran was still incarcerated.  

When asked about her thoughts on Kieran’s diagnosis, Katie indicated that it 

confirmed what she already knew about his strengths and weaknesses. She linked the 

diagnosis to her observations of Kieran’s difficulties with schooling:  

When we were told the diagnosis it made sense. About grade 2 it was obvious he had 

problems with reading and writing and was struggling with learning. We have been to 

the school so many times. By year 10 he stopped going and he had lots of detentions 

and suspensions from school. It is good that people are beginning to understand that it 

is not because he doesn’t want to read and write, but because he actually cannot do it. 

The diagnostic report, which she had read, while useful, did not provide new information: 

Well it [the diagnostic report] didn’t really tell me anything new. It pretty well 

describes his strengths and challenges. And nothing in the report changes my view of 

him, because he is still my child. But the report is important because it provides 

knowledge of Kieran’s challenges. The report is really very useful, it mostly helps to  

recognise and make people aware of his vulnerabilities. 

Katie spoke of the usefulness of the diagnosis and diagnostic report in securing access to 

services: 

I think it was good for him to have the assessments so he can receive proper supports 

and understanding as to why he thinks way he does and does the things he does.  

This understanding of diagnosis extended to how Katie imagined the diagnosis may have 

changed Kieran’s interactions and outcomes with the legal system: 
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I wish he had had the assessments years ago … things might have been very different 

for him and he may well not be in [name of detention centre]. Kieran didn’t 

understand what was happening when he got arrested. He got confused and didn’t 

understand the seriousness of what was happening. He is essentially a fifteen-year-old 

boy with a 7 or 8-year-old mind. He is easily influenced and was just at the wrong 

time, at the wrong place and with the wrong people. This might have been different if 

they [police/courts] knew he had impairments in his brain. 

The diagnostic report had been shared with a service provider and was also being used 

to plan for Kieran’s release:   

We have drawn up schedules to make sure he does what he needs to do. It will be 

hard for him so things like Medicare and Disability Services will be supporting him 

too when he gets out. 

When asked if she would share the diagnostic report with these services, Katie said she would  

“share it with anyone who would listen”. 

Jill and Jasper 

Jill is a non-Aboriginal single mum with two children and lives in urban WA. Jill’s 

16-year-old son, Jasper, was diagnosed with neurodevelopmental impairments in the severe 

range in the prevalence study. At the time of the interview Jasper was still incarcerated. Like 

Katie, Jill viewed the diagnosis as a confirmation of her own observations about Jasper’s 

challenges:  

Jasper always hated school. Even in primary school it was too hard for him. He was 

always on detention or being suspended from school. Why? Because he never got 

help. I tried and tried to get help, but none was forthcoming. He is a sweet kid who 

just couldn’t stay out of trouble. Actually I don’t think he just ever thinks that he 
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might get into trouble. The fact that he can’t focus, well this [diagnosis] kind of 

explains it. 

As the diagnostic information was explored in more detail, Jill focused on the lack of 

support provided through the healthcare system in Jasper’s early childhood years: 

Jasper’s problems started with childhood anxiety, followed by sexual abuse which 

caused extreme anxiety and mental health problems for which there is a lack of 

services and little help, then and now apart from being prescribed drugs which never 

seemed to work and which he often refused to take no actual help was forthcoming ... 

my pleas for help fell on deaf ears. 

When discussing the diagnostic report and strategies and whether they were 

beneficial, Jill again came back to the amount of assistance she had tried to get: 

Maybe this [report] will help Jasper. We have tried and tried to get help for him. 

Maybe what you have given us can help him. There is lots of useful information in 

this report which can be used to help him.  

Jill discussed what she thought was useful about the diagnostic report. She was not 

surprised by the information provided about Jasper’s strengths: 

The strategies are valuable. I am looking forward to trying the strategies when he gets 

out and work on his strengths. Using pictures and flowcharts makes sense for him. It 

doesn’t surprise me that he is good at these skills; it will be great to harness that in 

him. 

Suzie and Samuel 

Suzie is an Aboriginal mum of two children. She cares for her children full time and 

lives with her family in a remote town in WA. Suzie’s 16-year-old son was diagnosed with 

FASD in the study. At the time of the interview he had been released and was living with 

Suzie. 
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Suzie felt positive about Samuel’s participation in the assessments because it provided 

some insights into his behaviour that she was previously unaware of. She had wondered why 

Samuel had tended to play with much younger children. “That ‘this thing in his head’ 

(FASD) explains this”, she said. However, Suzie had difficulties engaging with the diagnostic 

report: 

It [the diagnostic report] was hard cause the ‘whitefulla speakin’, I understand I ask 

[justice personnel] to tell me. Having it said simple helped me. 

 

Suzie liked the strategies and ideas around using visual aids detailed in the diagnostic 

report to assist Samuel to remember things: 

I stuck picture on the door that said ‘NO GROG’ [alcohol] … he stopped, well at least 

in the house. 

There was a sense of pride and achievement as Suzie spoke of how local community leaders 

had praised the initiative: 

They took photo to show other mob round ya know. 

Concern about diagnosis for Suzie was very much embedded in Samuel’s connection 

to culture and community: 

It doesn’t matter [Samuel’s diagnosis of FASD] it’s just important that he is 

connected to his mob and knows who he is and where he fits eh. When he out in 

community they look after him and guide him and he is happy. He never gets into 

trouble out there and loves to go hunting. Last time went hunting for kangaroo and he 

got one, cut it all up and then bought it back to the family for sharing. He was proud 

and I want that for him. 

Suzie commented that Samuel was different to many other children in the community, 

but not due to FASD: 
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He isn’t like other Aboriginal kids. He doesn’t like sport and doesn’t play sport. This 

is the ‘weirdness’ he has, not that he can’t do school good. 

Suzie then asked the researcher: ‘Can he go through lore [traditional customs related to 

emerging adulthood]?’ The researcher encouraged Suzie to discuss this with community 

Elders. 

Sandra and Seb 

Sandra is an Aboriginal mum of 5 children. Sandra cares for her children full time and 

lives with her family in a small town in regional WA. Sandra’s 17-year-old son, Seb, was 

diagnosed with FASD in the prevalence study. At the time of the interview Seb had been 

released and was living with Sandra. 

Sandra was visibly upset by her son’s diagnosis. Crying, she said: 

I would rather not have known [Seb had FASD]. I feel shamed and sad and I don’t not 

really know where to go or who to turn to …  I feel ashamed and responsible for 

Seb’s challenges because of my drinking. 

Sandra also described confusion. Being the mother of a number of children, she was unsure 

why some of her children would be affected and not others:   

I don’t really understand why Seb has many problems when [name, another child], 

well she is bright, finished school and works and is a good kid and I drank more with 

her, a lot more.  

Sandra also discussed an older incarcerated child, wanting to know how he could be assessed: 

[Name] has been in trouble since before he could walk, he can’t focus, he doesn’t 

think about anyone, he is obsessed with fire and he can be really violent which is why 

he is in there [prison] now. How can he be assessed at [prison name]?  

The diagnostic report for Seb came with a number of recommendations for health 

needs. Reflecting on the recommendations, Sandra said: 
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What help he would really get – are there any services to help with kids with FASD? 

Anyway, do you know what is in [town name]? Nothing. It is a small community we 

can’t even get proper food and I don’t have enough money for bills let alone this stuff. 

Discussion 

In keeping with previous sociologies of diagnosis, our findings capture how diagnoses 

are understood in the wider context of culture and community, family relationships, and 

social structures and interactions (Jutel 2009; Blaxter 2004; Malacrida 2004). Our study 

demonstrates cultural patterns in responses to the diagnostic processes for 

neurodevelopmental impairments and FASD among Aboriginal and non-Aboriginal 

caregivers that have not previously been described. 

Regardless of cultural background, there was a shared absence of the use of medical 

terms. Aboriginal participants used the term ‘that thing in his head/brain’ to refer to FASD. 

Neither of the non-Aboriginal participants used the terms FASD or neurodevelopmental 

impairments, but they did refer to their child’s ‘problems’. Avoidance of biomedical 

terminology should not be interpreted as an inability to understand the diagnosis. All 

participants linked the diagnosis to clinical indicators (Riessman 2008): Phyllis and Sandra to 

alcohol consumption during pregnancy, Suzie and Phyllis to poor memory and Phyllis, Jill 

and Sandra to difficulty with attention, impulsivity, and difficulty understanding and 

following instruction. All participants also linked the diagnosis to their children’s behavioural 

problems (McLachlan et al. 2014). With respect to these clinically recognised aspects of 

neurodevelopmental impairments, diagnosis principally validated or provided explanation for 

what the caregivers already knew about their children (Sanders and Buck 2010; Chamberlain 

et al. 2017). Only Suzie indicated that the diagnosis explained an element of her child’s 

behaviour that she previously did not appreciate. 
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The Aboriginal caregivers, Phyllis, Suzie, and Sandra, each demonstrated an 

understanding of the impact of diagnosis in the context of their families and communities (c.f. 

Popay et al 2003). The unfortunate reality is that FASD is experienced for Aboriginal people 

in the context of intergenerational trauma and the resultant high levels of alcohol use 

(Fogarty, Lovell, Langenberg and Heron 2018; Vicary and Westerman 2004). Some 

communities in WA have very high rates of FASD for justice-involved youth (Blagg, Tulich 

and Bush 2015). Phyllis and Sandra raised concerns that other family members might also be 

affected by FASD. 

This appreciation of the diagnosis in a community context was not necessarily 

negative. Despite Suzie’s engagement with the diagnostic report and resources, for Suzie, 

Samuel’s diagnosis of FASD did not carry negative connotations because her child’s 

happiness and place in the community were more important than having a diagnosis (Jutel 

2009; Riessman 2008; Velarde 2018). Reflective of this, Suzie raised a question about 

whether Samuel would be able to ‘go through Lore’, indicating that diagnosis would be 

problematic only if it affected her child’s participation in the community. Suzie also 

described her perception of what makes Samuel different from his peers in the community: he 

does not like or play sport. High rates of FASD in communities may mean that, for Suzie, the 

diagnosis is not what makes Samuel different, but rather his unusual disinterest in sport. 

In contrast, the two non-Aboriginal caregivers, Jill and Katie, spoke only about what 

the diagnosis meant for their children. They did not discuss the potential for diagnoses in 

other children or family members, or how the diagnosis may affect community participation. 

The participants all viewed the strategies provided in their diagnostic report as useful. 

However there were observable patterns to how they were engaged with. Aboriginal 

participants, Suzie and Phyllis, were particularly interested in visual strategies, in keeping 

with previous findings on the dominance of visual cultures among Aboriginal Australians 
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including in respect to healthcare (Thomas et al. 2019; Pewewardy 2002; Hickey and Wilson, 

2017; Hughes, More and Williams 2004). They both reported successfully using visual 

strategies to assist their children. In Suzie’s case, local community leaders identified this 

potential for this to help others, further evidence of the understanding of diagnosis within a 

community context (Potter et al. 2018). Jill and Katie did not speak of visual strategies to the 

same degree, although the two non-Aboriginal young people had not yet been released so 

their caregivers had not yet had a chance to implement strategies. 

Of note, the diagnostic reports were not as easily understood by the Aboriginal 

participants. Suzie said they were hard to understand because of the ‘whitefulla speaking’. 

Both Phyllis and Suzie received additional assistance to translate and understand the 

diagnostic report, highlighting the different understandings and worldviews of Aboriginal 

people (Vicary and Westerman 2004; Velarde 2018). This suggest that translating Western 

medical information into culturally appropriate resources would be useful for Aboriginal 

caregivers (Magana et al. 2013). In this, it is imperative to pay attention to the colonial 

history and its complex relationship with many factors that impact on wellbeing for 

Aboriginal people. Ignoring or glossing over cultural understandings and knowledge can 

inflict harm in the assessment process (Vicary and Westerman 2004). Such approaches are 

also likely to create distrust, disengagement, and deter caregivers and family members from 

help-seeking. 

There was also observable cultural patterning in how caregivers envisioned their 

children’s needs being met following the diagnosis. As reflected in Phyllis’s (Aboriginal) and 

Jill’s (non-Aboriginal) accounts, experiences of struggling to access appropriate support for 

their child prior to a diagnosis were common and crossed cultural lines. Following the 

diagnosis, the non-Aboriginal caregivers envisioned more institutional assistance. Katie 

focused on Kieran’s potential engagement with services, while Jill came back to the lack of 
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assistance for Jasper, both discussing negotiating multiple systems for assistance (Blum 2015; 

Garro & Yarris 2009; Landsman, 2010; Malacrida 2001; Johnson et al. 2012; Ryan and 

Runswick Cole, 2008). This perspective is in keeping with sociologies of diagnosis that 

emphasize how a diagnosis from a practitioner controls access to care (De Swaan 1989; 

Whelan 2007). 

However, for Aboriginal participants, receiving a diagnosis did not reorient how they 

imagined the support needs of their children being met towards institutions such as schools 

and health care system. Rather, they said that the support needs of diagnosed children 

continued to be met mostly within the community. While Phyllis was concerned about how 

she would continue to meet the needs of each of her grandchildren, she also said that the 

responsibility for care resting with nans (where parents were unable) was ‘the blackfulla way’ 

(Murphy et al. 2007 Popay et al. 2003). Sandra commented on the lack of access to services, 

highlighting the underlying social and structural inequalities that affect engagement in 

interventions, education, and support (Ennis-Cole, Durodoye and Harris 2013), and the 

significant and complex burden of work and responsibility that mothers of children with 

disabilities assume (Landsman, 2010). 

Where there is potential for self-blame by caregivers for their children’s conditions, 

such as in the case of FASD, shame responses to diagnosis are of particular concern (Olsvold, 

Aarseth, and Bondevik 2019; Zimmerman, Morrison, and Heimberg 2015). Sandra’s 

preference to not know that Seb had FASD suggests that she recognised the potential for 

stigma and messages of parental incompetence from diagnosis and anticipated negative 

labelling (Francis 2012). Similarly, Phyllis’s discussion of alcohol use during her own 

pregnancy reflects the intergenerational shame which can be experienced by Aboriginal 

people at the interface of traditional and contemporary culture (Morgan, Slade and Morgan 
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1997). Such experiences of shame from receiving a diagnosis has the potential to affect 

taking up diagnostic support (McNally and Lathan 2009). 

The vignettes presented in this article underscore the harm from stigma and labelling 

emphasised in the broader literature which can often accompany parenting children with 

disabilities (Landsman, 2010, Blum, 2015; Ryan and Runswick Cole, 2008; Heneker et al. 

2017; Liu 2005). Valuing and understanding more about cultural differences when receiving 

a diagnosis could serve to mitigate the shame and harm which can be incurred from 

diagnostic assessments. 

 

Conclusion 

Diagnosis can be a label, or it can be a key that opens the door to understanding and 

opportunity to access the resources and supports required to manage the constellation of 

impairments that accompany a diagnosis of a neurodevelopmental disability. This 

contribution of caregiver experiences to the sociology of diagnosis scholarship provides a 

unique account of cultural patterning when Aboriginal and non-Aboriginal caregivers receive 

a diagnosis for their child. Demonstrated preferences for visual strategies among Aboriginal 

caregivers for transferring knowledge provides valuable information on ways to formulate 

resources to manage the effects of ‘that thing in his head’. Difficulties among Aboriginal 

caregivers in understanding diagnostic reports and the continuation of support needs being 

met within communities also highlights differences in experiences and potential unmet needs. 

Further exploration of the cultural patterning of receipt of a diagnosis and provision of 

diagnostic resources could valuably inform future sociology of diagnosis scholarship. For 

cultural reasons, our article only reports on the experiences of female caregivers. A focus on 

the distinct experiences of male caregivers warrants further investigation. Moreover, how 
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different cultures receive diagnoses and how diagnoses relate to individual or community 

understandings of health and wellbeing is currently under-investigated. 

The translation and use diagnostic resources within cultural groups also demands 

attention, with a focus on alternative delivery of diagnoses and care strategies. Increasing 

access to and use of the internet and social media on mobile devices in remote Aboriginal 

communities  (Rennie, Yunkaporta and Holcombe-James 2018) introduces the potential for 

digital platforms to support provision of culturally relevant resources that build on visual 

strengths. There are also potential benefits in peer-to-peer knowledge sharing and support 

(c.f. Author). The experiences of shame and how it can be managed in the diagnostic process, 

particularly in the context of intergenerational trauma, warrants further inquiry. 
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