Yarning, Hearing, Understanding, Knowing

A qualitative study of the experiences of Fetal Alcohol Spectrum Disorder assessment and
diagnosis for justice-involved youth and their care networks

Sharynne Lee Hamilton BA (Hons)

THE UNIVERSITY OF

WESTERN
AUSTRALIA

This thesis is presented for the degree of
Doctor of Philosophy
The University of Western Australia
School of Paediatrics and Child Health
2020



Thesis Declaration

I, Sharynne Lee Hamilton, certify that:

This thesis has been substantially accomplished during enrolment in the degree.

This thesis does not contain material which has been submitted for the award of any other
degree or diploma in my name, in any university or other tertiary institution.

No part of this work will, in the future, be used in a submission in my name, for any other
degree or diploma in any university or other tertiary institution without the prior approval of The
University of Western Australia and where applicable, any partner institution responsible for the
joint-award of this degree.

This thesis does not contain any material previously published or written by another person,
except where due reference has been made in the text and, where relevant, in the Declaration that
follows.

The work(s) are not in any way a violation or infringement of any copyright, trademark,
patent, or other rights whatsoever of any person.

The work described in this thesis was funded by: The National Health and Medical Research
Council (grant number APP1072072).

Ethics approval was given by the Western Australian Aboriginal Health Ethics Committee
(approval #582) and the University of Western Australia Human Research Ethics Committee
(approval #RA/4/1/7116). The former Department of Corrective Services granted research approval
(DCS; project ID 335). The former Department for Child Protection and Family Support (DCPFS)
also gave approval for the research to include young people in their care (approval #2015/8981).

Third party editorial assistance was provided in preparation of this thesis by Kylie Lowe
AE.

This thesis contains published work and/or work prepared for publication, some of which

has been co-authored.



Any material published in this thesis or made publicly available by the author/s cannot be
considered as either endorsed by the Department of Justice or an expression of the policies or the

views of the Department. Any errors of omission or commission are the responsibility of the author.

signature: [ NN

Date: 9 June 2020



Abstract

Youth justice systems in Australia experience difficulty managing the behaviours and
diverse needs of youth in trouble with the law. Despite the fact that neurodevelopmental challenges
have major implications for justice-involved youth, Fetal Alcohol Spectrum Disorder (FASD) and
the effects of neurodevelopmental impairments associated with the disorder are not recognised or
well understood in this population. Diagnostic assessments for neurodevelopmental disabilities such
as FASD in justice-involved youth are necessary and important. However, important consideration
must be given to the fact that Aboriginal and Torres Strait Islander? youth, well known to have
experienced intergenerational trauma, are significantly over-represented in the Australian justice
system. Given the varying vulnerabilities of justice-involved youth, therefore, it is imperative to
ensure harm is minimised and youth benefit from diagnostic assessments.

A study was undertaken in a youth detention centre in Western Australia to establish the
prevalence of FASD among sentenced, detained youth. The study participants shared their
experiences in an accompanying qualitative study that makes up the subject matter of this thesis.
Due to the high number of Aboriginal participants, the methodologies and interpretation for this
qualitative study privilege Indigenous epistemologies and ontologies. Interviews were conducted
with young people and their caregivers using ‘social yarning” and ‘research-topic yarning’ data
collection methods. Focus groups and interviews were held with non-custodial staff in the detention
centre.

Interviews with the young people found that research-topic yarning during and following
assessments provided an opportunity for two-way knowledge sharing about the assessments.
Yarning provided a space that was flexible, neurodevelopmentally and culturally responsive, and

offered an opportunity for the participants to learn more about their neurodevelopmental strengths

L 1n this thesis, the term ‘Indigenous’ is used when referring to global populations, and ‘Aboriginal and Torres Strait
Islander’ is used when referring to Australian populations. No Torres Strait Islander youth participated in the study, so
participants are respectfully referred to as ‘Aboriginal’. Terminologies used to adhere to journal requirements in
publications have not been changed.
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and challenges. Research-topic yarning with caregivers showed that there were clear cultural
differences in receiving and understanding diagnoses. While the non-Aboriginal participants were
more likely to raise institutional concerns relating to the health and education and of their children,
diagnostic understandings and engagement with diagnostic resources for Aboriginal participants
were embedded in family, community and culture.

Social yarning with young people and their caregivers allowed for an holistic understanding
of the challenges that young people with FASD and neurodevelopmental impairments encounter in
their daily lives, in their family and community interactions, with their education and in pursuit of
different paths to their future. This component of the study found that a consideration of
neurodevelopmental disability when exploring recovery options is critical to achieve positive
outcomes, particularly when interventions take place within the context of the justice system.
Understanding recovery in the context of justice involvement and determining how
neurodevelopmental challenges can affect the ability to explore and take up opportunities are
important in supporting these youth towards more positive and meaningful futures.

When youth are incarcerated, non-custodial detention centre staff are critical connectors
between these youth, their families, the community and the professional sector. However, focus
groups conducted with the non-custodial staff showed that they had scant knowledge of, and little
access to, training about FASD and the effects of neurodevelopmental impairments. The study
found that staff were poorly resourced and that mechanisms for communication between services
both within the detention centre and between the centre and the community were poor, thereby
compromising the care of youth in detention and limiting opportunities for continuity of care
between the detention centre and the community.

This thesis reports a collection of peer-reviewed articles that, as an international first-of-a-
kind study, offer a unique contribution to the health and justice scholarship. Clear evidence is
presented of the critical need for routine assessments to establish the presence of

neurodevelopmental impairments when children and young people come into contact with the law.
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However, for assessments to be a worthwhile future investment, great care must be taken to plan
and implement a sustainable, routine model for assessments that are culturally responsive and
inclusive, and that follow through with genuine pathways that give hope for recovering meaningful
lives. It is critical to minimise potential harm from receiving a diagnosis and ensure that support and

services are available and accessible to diagnosed individuals and their families.
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Introduction

For children to thrive, it is imperative that they grow up knowing who they are and where
they belong, and to know their strengths and challenges (Walker, 2015). For most children this is
accomplished in the family home, at school and in the peer and social interactions in which their life
learnings are embedded and grow. Some children, though, live in poverty and disadvantage, are
socially isolated and have fewer opportunities. Some may live in situations of neglect or abuse, or
they may live away from their parents in foster care or relative care (Walker, 2015).

Whatever the situation, when day-to-day life is layered with complexity, these challenges
may mean that less attention is paid to the unique needs of children who have less obvious, or
‘invisible’ (Chudley, 2008) neurodevelopmental disabilities such as Fetal Alcohol Spectrum
Disorder (FASD). FASD can result in a range of difficulties across the life course. Some of these
difficulties, such as behavioural problems, affect children’s social and educational development,
and for many, these challenges can put them at risk of future contact with the law (Streissguth et al.,
1999). As such, when children begin showing signs that they are struggling at school or are getting
into trouble, there may be value in exploring their strengths and challenges through assessments for
conditions such as FASD that, undetected, can impede their life chances (Bower et al., 2018; Koren
et al., 2004; Steinhausen et al., 1993; Streissguth et al., 2004). Detection of neurodevelopmental
difficulties through diagnostic assessment can build awareness for children and their families of the
individual abilities and challenges that will support, assist and enable them to grow up to lead
meaningful lives.

The youth justice system in Australia is complex and presents significant challenges to
policy-makers, personnel and justice-involved youth (Lohmeyer, 2018). Aboriginal and Torres
Strait Islander youth are considerably over-represented in the youth justice system in Australia. On
an average night around 1,000 youth are detained, with Aboriginal and Torres Strait Islander youth

26 times more likely to be imprisoned than their non-Aboriginal peers (Australian Institute of
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Health and Welfare, 2018), despite comprising just 5% of the youth population. In Western
Australia (WA), where this research was undertaken, Aboriginal youth make up around 70% of the
youth detention population (Department of Justice [DOJ], 2018).

The shortcomings and negative effects of persistent policy failures in the Australian criminal
justice system have been repeatedly described in published literature (Arabena & Moodie, 2014;
Atkinson, 2002; Cunneen and Tauri, 2019; Dodson & Hunter, 2006; Sherwood, 2013). These policy
failures have also been described over decades in reports, most notably the Royal Commission into
Aboriginal Deaths in Custody (Commonwealth of Australia, 1991), the Human Rights and Equal
Opportunity Commission (1997) inquiry into the forced removal of Aboriginal and Torres Strait
Islander children, and most recently, the Royal Commission into the Detention and Protection of
Children in the Northern Territory (Australian Government, 2017), which inquired into the
mistreatment and abuse of youth at the Don Dale Detention Centre.

Over the last 30 years, few recommendations from these inquiries have been implemented,
and approaches to youth crime continue to largely ignore the social determinants of health (Marmot
& Wilkinson, 1999; Viner et al., 2012); the relationship between socioeconomic inequalities and
offending (Hughes et al., 2020) and systemic and institutional racism and discrimination (Blagg,
2008; Harmes et al., 2019; Wacquant, 2009; Weatherburn & Ramsey, 2016). Further, the effects of
crime policies as they are experienced by Indigenous peoples in relation to historical circumstances
are largely overlooked (Cunneen & Tauri, 2019; Jordan et al., 2018). There has been little concerted
effort to decrease the over-representation of incarcerated Aboriginal and Torres Strait Islander
youth in prison and to address the intergenerational harm and trauma which continues to be incurred
by individuals and communities from colonising forces and institutions. Moreover, there has been
little effort to support self-determination or to embrace community led solutions to crime, despite
hundreds of millions of dollars in annual expenditure on youth justice service provision

(Productivity Commission, 2018).
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There are well-established benefits of assessments and screening justice-involved youth for
a variety of conditions (Altschuler & Armstrong, 1994; Bower et al., 2018; Hancock, 2017; Potter,
2014; Wasserman et al., 2003). Yet, it is globally recognised that people involved with criminal
justice systems are being incarcerated with untreated complex trauma and resultant mental health
problems, and neurodevelopmental disabilities including undiagnosed FASD (Bower et al., 2018;
Dias Ware et al., 2013; Garland et al., 2001; Johnson et al., 2004; Teplin et al., 2002; Wasserman et
al., 2002, 2005). However, the lack of routine screening and diagnosis for FASD means that justice
personnel may be blind to the specific needs of children and young people with neurodevelopmental
impairments. Potentially, this lack of screening also contributes both to the extent of the over-
representation of Aboriginal and Torres Strait Islander youth in prisons and the persistent inability
to develop effective policies that could assist to address this over-representation.

This thesis presents the results of a qualitative study that explores the experiences of youth
undergoing assessment for FASD while sentenced to detention in WA’s only youth detention
facility, Banksia Hill Detention Centre (Banksia). In addition, it presents the views of participants
who represent the young people’s care and professional networks. The thesis will be presented
through a lens of recovery and healing, with a focus on the importance of using Indigenous
methodologies in research of this nature. The research has been developed as a series of peer-
reviewed publications that explore the assessment experiences and views of multiple participants.
The publications examine whether there is value in applying routine assessments for FASD and
neurodevelopmental impairments for youth who come into contact with the law and, if so, how the
qualitative evidence provided in the thesis can inform how assessments are shaped for maximum
benefit, particularly for Aboriginal participants.

Thesis Aims

This thesis focuses on the perspectives of young people, their caregivers and non-custodial

staff in Banksia regarding assessments and diagnosis for FASD. The research explores the scholarly

literature with the aim of understanding how the connections between history, social determinants
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and having a neurodevelopmental disability may influence involvement with the criminal justice
system. The thesis argues that these factors are inextricably linked.

Exploring and reporting on the experiences of undergoing assessment and being diagnosed
with FASD or a neurodevelopmental disability while engaged with the criminal justice system
presents an opportunity to better understand the complex needs of young people and their families.
The primary aims of this thesis are to provide an in-depth understanding of:

1.  how diagnostic assessment for FASD is understood by the young people and their
caregivers,

2.  the value of a diagnostic assessment model for youth that considers neurodevelopmental
disability, social circumstances and recovery in the context of justice involvement, and

3. how diagnostic assessment may benefit youth justice service provision.

As the only qualitative study of this nature to have been undertaken in a detention centre
internationally, the participants’ views and experiences will significantly contribute to
understanding the potential for strength-based frameworks that can be used to inform and positively
reshape future youth justice service delivery.

Thesis Outline

This thesis presents a case study analysis of the experiences of multiple participants who
underwent diagnostic assessment for FASD at Banksia.

Chapter 1 begins by introducing the Banksia FASD prevalence study (referred to in this
thesis as ‘the prevalence study’) and describing the study setting to provide a context for this
qualitative research. The chapter then briefly describes the qualitative study, including participant
descriptions and the broad methodological approaches undertaken.

Chapter 2 presents an overview of the scholarly work on FASD and its comorbidities and
examines the implications of FASD and involvement with the criminal justice system.

Chapter 3 presents the first peer-reviewed article from the qualitative study, published in

Qualitative Health Research. The article describes the benefits and challenges of yarning with
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youth who underwent diagnostic assessment in the prevalence study. It provides valuable insights
for future qualitative studies involving children and young people with neurodevelopmental
disabilities.

Chapter 4 presents the second peer-reviewed article, published in the Sociology of Health
and Illness journal. This article presents case study vignettes that explore the experiences of
caregivers in the study. It examines the unique differences between Aboriginal and non-Aboriginal
caregivers of receiving a diagnosis for their child, as well as their understanding and use of
diagnostic resources.

Chapter 5 presents the third peer-reviewed article, published in the International Journal for
Crime, Justice and Social Democracy. Through a lens of ‘recovery’, the article reports the social
yarning results with the young people from the study and explores recovery in the context of justice
involvement and neurodevelopmental disability.

Chapter 6 presents the fourth and final peer-reviewed article of the thesis, published in
Youth Justice. The article describes the understandings and challenges of the prevalence study for
non-custodial staff working at Banksia in various rehabilitative roles. It explores what is required
for these staff to be able to use the prevalence study results for the benefit of the young people in
their care.

Chapter 7 discusses the findings of the peer-reviewed articles from the Banksia qualitative
study presented in this thesis.

Chapter 8 concludes the thesis and provides a series of recommendations for moving

forward.
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Chapter 1: Study Setting

1.1 Banksia Hill Detention Centre Fetal Alcohol Spectrum Disorder Study

Between 2015 and 2018, a study was undertaken to determine the extent of FASD in youth
detention. A full study protocol is available (Passmore et al., 2016). The study was the first of its
kind undertaken in Australia, and the first internationally to include a qualitative component to
capture participants’ experiences. Located in Perth, WA, Banksia is the only detention centre in the
State, and houses approximately 150 offenders at any given time. The population consists of
children and young people aged 10-18 who are on remand, awaiting trial or bail determination, or
who have been sentenced to detention. Males and females are detained in separate residential units
within the facility. Around 75% of the population at the time of the study were Aboriginal (Office
of the Inspector of Custodial Services [OICS], 2015). The aims of the prevalence study were four-
fold: to estimate the prevalence of FASD among youth sentenced to detention; to develop and
evaluate a FASD screening instrument; to design, administer and evaluate a workforce development
intervention with custodial staff; and to conduct the qualitative study that this thesis reports on.
During the prevalence study, specialist clinicians in the research team undertook comprehensive
medical, neuropsychological, motor skills, and speech and language assessments with participating
youth (Bower et al., 2018; Freeman et al., 2018; Kippin et al., 2018; Passmore et al., 2016; Safe et
al., 2018; Safe, Joosten, & Giglia, 2018). The formal workforce development component of the
study involved the production of training resources and a structured training intervention for
custodial staff (Passmore et al., 2018). Detailed methods explaining study participation and
informed consent can be found in the peer-reviewed article presented in Chapter Three of this
thesis (Hamilton, Reibel et al., 2020).
1.1.1 Governance and Consultation

The study was governed by three separate bodies: 1) Consumer and Community Reference

Group; 2) Steering Group; and 3) DOJ and Department of Communities (DOC) Reference Group.
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The Consumer and Community Reference Group comprised carers of children with FASD, an
Aboriginal researcher, an Aboriginal community worker and a foster carer of children with FASD.
This group provided crucial advice during the design and implementation of the research, including
advice on the development of ethics documents such as consent forms and participant information
forms, the development of resources, the dissemination of information and cultural guidance. The
Steering Group comprised representatives from consumer and advocacy organisations such as the
Aboriginal Legal Service of WA (ALSWA), the OICS, community members and senior
administrative staff from Banksia. The group regularly met and provided direction and guidance on
the research process. The Reference Group was a high-level managerial group that assisted in
navigating the challenges that arose out of conducting research in Banksia. The group comprised
the Deputy Commissioner for Youth Justice Services; senior management from the DOJ and DOC,;
staff from the detention centre, senior administrators, senior managers from health services,
psychology and education; an Aboriginal welfare officer; and the chief investigators of the study.
This group aimed to safeguard the security requirements for Banksia by advising on adjustments to
the research protocols and operational procedures within Banksia in order to implement and
maintain efficiency throughout the research process.

Extensive consultation and working relationships with key stakeholders and wide-ranging
networks were built in the development of the research, across the research process, and continue to
be built during translation of the research. The research was multi-layered and, as a result,
consultation occurred across multiple government sectors (DOJ, DOC, Department of Education
and Department of Health) and non-government sectors (youth and community support providers
and advocates, carers and family members affected by FASD, and leading academics). These
relationships were integral to the research process and the translation of research outcomes.

1.1.2 Ethics
Ethics approval was given by the Western Australian Aboriginal Health Ethics Committee

(approval #582) and the University of Western Australia Human Research Ethics Committee
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(approval #RA/4/1/7116). The former Department of Corrective Services granted research approval
(DCS; project ID 335). The former Department for Child Protection and Family Support (DCPFS)
also gave approval for the research to include young people in their care (approval #2015/8981).
1.1.3 Multidisciplinary Diagnostic Team Meetings

Upon completion of the clinical assessments and the collection and collation of data, a
multidisciplinary team of clinicians undertook a comprehensive review of the assessment results
and, if relevant, formed a diagnosis for the participant, considering co-morbidities such as Attention
Deficit Hyperactivity Disorder (ADHD), intellectual disability and traumatic brain injuries, and
other factors such as a history of trauma. The team then prepared an ‘Assessment Results and
Recommendations Report’. This report provided comprehensive assessment results, strengths and
challenges that the young person may experience, as well as individualised strategies to assist them.
1.1.4 Feedback

Upon completion of the multidisciplinary diagnostic meetings and report preparation,
members of the research team met with the young person and their guardian to provide the
assessment results, and if applicable, a diagnosis. The results and recommendations were provided
in a culturally sensitive and supportive way. When necessary, Aboriginal language services were
used for those with English as a second language to support understanding of the assessments and
results. In many cases, a professional or community member identified by the young person or their
guardian also assisted with this process. Additional information was provided to young people
regarding follow-up services in Banksia, and community services were provided to help guardians
understand, translate or cope with the content of the reports. The youth and their guardians own
their report and were encouraged to share these with relevant health and other service providers to
inform future treatment and service delivery appropriate to the strengths and challenges of the

young people.
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1.1.5 Results

The prevalence study found that of the participating young people, 36% had FASD and 89%
had at least one domain of severe neurodevelopmental impairment. For Aboriginal youth in the
study, the prevalence rate of FASD was 47% (Bower et al., 2018). These results represent the
highest documented prevalence of FASD in a youth justice setting internationally.

1.2 Banksia Hill Detention Centre Qualitative Study

The prevalence study was the first of its kind internationally to use qualitative inquiry
methods to explore the lived experience of youth undergoing assessments and diagnosis for FASD
and other neurodevelopmental disabilities while incarcerated. This thesis provides a qualitative
account of the experiences of the youth who participated in the prevalence study. It provides
comprehensive insights into the complexities of living with neurodevelopmental disability and
being involved with youth justice services. More broadly, it contributes to scholarly work seeking
to address the over-incarceration of Indigenous youth.

The qualitative research was undertaken concurrently with the prevalence study. An
overview of the participants’ information and data collections methods is provided in Table 1.1. The
qualitative researcher and thesis author is an Aboriginal woman, a proud descendant of the
Ngunnawal people from the Canberra region, who is strongly committed to ensuring that the voices
of the participants are represented accurately and in a culturally respectful way. Given this, and the
fact that 71% of the young people in Banksia who participated in the qualitative study were
Aboriginal Australians, foremost in the development of the thesis was ensuring rigorous and
ethically sound research processes for including Aboriginal perspectives throughout the analysis of

the data, in the research translation and in the development of the publications.
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Table 1.1

Participant Information and Data Collection Methods

Participants No. Data collection method

Young people 38 Social/research yarning

Parents and guardians 17 Social/research yarning

Non-custodial staff:
Caseworkers 5 Semi-structured focus group
Psychology staff 5 Semi-structured focus group
Education staff 14/18 Two semi-structured focus groups
Medical staff 1 Semi-structured interview
Aboriginal welfare officer 2 Social/research yarning

1.2.1 Ethical Indigenous Research

There is increasing global recognition of the importance of including Indigenous
perspectives in research and its impact (Dudgeon, 2008; Tuhiwai Smith, 1999), including its effect
on practices that promote cultural regeneration (Alfred, 2009). From an Indigenous perspective,
research is linked to colonial practices and oppression (Sherwood, 2013; Tuhiwai Smith, 1999);
thus, decolonising methodologies are important and provide alternative ways to think about
research processes and practice. Decolonising methodologies aim to ensure that research is
conducted in a way that is sympathetic, respectful and ethically sound from the perspective of the
participants (Dudgeon, 2008; Sherwood, 2013; Tuhiwai Smith, 1999). Like the Indigenous
worldview of relatedness, culturally safe research processes are interrelated, thereby making the
researcher accountable for all aspects of the research.

Respectful and ethically sound presentation of this research will follow the framework put
forward by Absolon and Willett (2004), which requires the researcher to ‘consider how you
represent yourself, your research and the people, events, phenomena you are researching’ (p. 15).
Decolonising methodologies in this research included ongoing consultation with Aboriginal Elders
in the processes of inquiry, data immersion and translation. These were used to make the
assumptions, theories, methods and ethics of this study transparent, and to provide an accurate

strength-based interpretation of the data.
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1.2.2 Governance

The qualitative study was guided by the committees set up for the prevalence study, as
previously described. Specific cultural governance was sought. The thesis author sought expert
guidance for yarning with participants from Professor Dawn Bessarab at the University of Western
Australia. The Kulunga Aboriginal Research and Development Unit (Telethon Kids Institute) was
consulted and provided expert advice throughout the research process, and the Elder co-researchers
with the Ngulluk Koolunga Ngulluk Koort (Our Children, Our Heart) Project (Telethon Kids
Institute) provided their collective knowledge and wisdom for guiding the interpretation of the data
from the research, and provided direction for this thesis to ensure alignment with community
aspirations.
1.3 Methods

Specific methods for each data set collected are described in the four peer-reviewed articles
that form Chapters Three, Four, Five and Six of the thesis. This section will describe the broad
methodological aspects of qualitative research considered in this research. ‘Qualitative quality’
(Tracy, 2010), or research rigor, was achieved in this research through the application of
authenticity, thick description, data triangulation, multi-vocality and member reflections.
1.3.1 Authenticity

Authenticity supports research rigor. Tracy (2010) argues that research authenticity is
underpinned by honesty and transparency, which is achieved through critical self-reflection about
personal values, biases and weaknesses, and how they affect the methods and research. Self-
reflexive researchers think about the types of knowledge that are freely available, as well as
knowledge that is veiled or not readily apparent. They interrogate their own thoughts and opinions
and discuss these with participants (Tracy, 2010). Honesty and transparency in this research were
underpinned by the use of specific Indigenous methodologies for youth, their caregivers and family
members. Trust was gained first through an ongoing relationship with the research officer

responsible for collecting the data in the prevalence study, and second by using Indigenous data
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collection methods. Social and research topic yarning (Bessarab & Ng’andu, 2010) was employed
as a way to respectfully build trust and govern responsibility (Martin, 2008). Extensive self-
reflections were written at the end of each yarning interview, the content of which was clarified
with participants. This ensured accurate interpretation of yarning content, and offered an
opportunity for corrections, additions or omissions to the participants stories.
1.3.2 Thick Description

Thick description is an in-depth design that explicates culturally situated meanings and
tangible detail in a research setting. It requires clarification of knowledge and meaning first by
noting who is talking and the content of the discussion, and then by noting who is not talking and
what is not being said. This is described by Altheide and Johnson (1994) as ‘largely unarticulated,
contextual understanding that is often manifested in nods, silences, humour, and naughty nuances’
(p. 492). Quality in qualitative research probes and explores issues that are assumed, implicit and
have become part of participants’ reality. Noticing, analysing and unpacking this knowledge is key
to understanding interactions and behaviours, and assisting in the comprehensive delivery of
research (Kaplan, 1973). This process requires the researcher to have sensitivity toward, and
connection with, the participants. In this research, the thick description aspect of quality was
achieved by recording the expressions, postures and demeanours of the participants; using methods
specific to Indigenous interests such as story sharing; checking in and reflecting on the data with
participants; and deep listening through ‘dadirri’, an Aboriginal spiritual form of trust and rapport
building (Ungunmerr, 1988).
1.3.3 Data Triangulation

Triangulation in qualitative research suggests that the use of various researchers, data
sources and methods, and viewing the problem through a variety of theoretical lenses, helps to
achieve research credibility. Multiple types of data, researcher viewpoints, theoretical frames and
methods of analysis allow different facets of problems to be explored, increases scope, deepens

understanding and encourages consistent interpretation, or allows for multiple interpretations. This
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research used two types of triangulation: investigator and methodological triangulation. Investigator
triangulation encompasses the use of more than one researcher or data analyst. Confirmation of data
analysis among investigators where there has been no previous collaboration, potentially provides
greater credibility to the research interpretations (Thurmond, 2001). Investigator triangulation is an
important methodological tool designed to lessen the likelihood of biases that may arise from using
a single method (Thurmond, 2001). This research was composed of a team of researchers who
collected, independently analysed and regularly discussed the data in order to minimise researcher
bias and balance potential weaknesses in data collection and analysis.

Methodological triangulation is employed when more than one method is used for data
collection. The use of multiple cases and comparisons across cases allows the researcher to
recognise and evaluate relationships (Yin, 2013). In this research, focus groups, interviews and
questionnaires, case files and clinical screening sessions captured the vast range of participants’
views. A multiple case study approach is particularly appropriate for an investigation into the
experiences of young people undergoing assessments for FASD, for understanding FASD and its
effects on families and communities and the way these may be experienced differently within
individual cases.

1.3.4 Multivocality

Multivocal research includes multiple and diverse voices in a qualitative analysis.
Multivocality plays a number of roles, including providing an empathetic understanding and a space
for a variety of opinions and voices (Tracy, 2010). Qualitative analysis represents all views,
including thoughts and opinions that deviate from the status quo or from those of the researcher.
Therefore, credibility is enhanced when the research pays attention to multiple voices and views.
This study included the varied voices of the young people, their caregivers and family members and

youth justice staff.
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1.3.5 Member Reflections

Taking the form of member checks and data validation, member reflections enhance
qualitative credibility. Member checks and data validation provides an opportunity for a richer
analysis (Bloor, 2001). Member reflections are both a test of research findings and an opportunity
for collaboration and elaboration to enhance the ‘thick description’ of the research. In this research,
member reflections assisted the researcher to understand whether participants and other key
stakeholders found the research comprehensible and meaningful. This research sought regular and
ongoing input and feedback during the data collection and interpretation processes, which allowed
the researcher to share and discuss the study’s findings with the participants, provide opportunities
for questions and feedback, and confirm the interpretation of the analysis.
1.3.6 Data Collection

As this study examined the experiences and understandings of multiple parties involved in
FASD screening and diagnosis, a case study methodology was chosen. Case study research varies
widely, but it is primarily a method whereby researchers explore a program, event, activity, process
or one or more individuals (Creswell, 2012; Yin, 2013). The cases are typically bounded by time,
and researchers collect detailed information using a variety of data collection procedures (Stake,
2013). When a multidimensional study of a phenomenon is undertaken, Weick (2007) argues that
complex data collection mechanisms are required to see the intricacies and nuances of a problem. A
large amount of data has been collected in this study, capturing what Weick (2007) describes as
‘richness’. These data provided a comprehensive set of information that was used for the analysis
and interpretation in this thesis. Finally, Kaplan (1973) suggests that it is impossible to understand
the life experiences of someone in a ‘total institution’ such as a prison without also being subject to
the same constraints as those who are forced, either by circumstance or the law, to be there. Data
collection for the young people and youth justice staff was undertaken over two years by the

researchers on-site at Banksia.
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1.3.7 Data Analysis

Initial analysis of the data and its organisation used Pope, Ziebland and Mays’s (2000)
model of five stages of data analysis. The stages comprise: 1) familiarisation; 2) identifying a
thematic framework; 3) indexing; 4) charting; and 5) mapping and interpretation. Data were then
analysed using thematic network analysis (Attride-Stirling, 2001), which explored the
understanding and significance for participants undergoing assessments for FASD. Thematic
network analysis groups information into organising principles, which allows linkage of the
relationships between themes and defines the processes that may be employed when interpreting
and analysing texts (Attride-Stirling, 2001). The process of analysis is a three-stage process:
breaking down the text, exploring the text and then integrating the exploration, providing an
effective and efficient way to reduce and understand the data (Attride-Stirling, 2001). This
methodology was used to analyse all data from the interviews and focus groups. Data were analysed
in two ways. First, NVivo 11 PRO, a comprehensive data collection tool, was used to thematically
organise the data. Second, the thesis author and another senior qualitative researcher independently
thematically analysed the data. Final themes were developed from a constant comparative process.
1.3.8 Identifying and Triangulating Themes

Triangulation of data for theme convergence was undertaken across the views of each group
of participants: young people, their caregivers and youth justice staff. Triangulation was conducted
over the course of the research by multiple members of the research team and other stakeholders.
The qualitative methods described here were used within and alongside Indigenous research
methods to provide a framework for the application of interpretative lenses, which maintained a

constant culturally mediated effect on what was being heard and read.
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Chapter 2: Fetal Alcohol Spectrum Disorder Literature

2.1 Fetal Alcohol Spectrum Disorder Overview

Alcohol is a teratogen, or a substance identified as crossing the placenta and causing
structural damage to a developing fetus (Chudley, 2008). FASD describes a range of physical,
cognitive, behavioural and neurodevelopmental damages that can result from maternal alcohol
consumption during pregnancy (Chudley, 2008). The disorder is a global public health concern,
with many countries seeking to understand the prevalence and problems associated with the
condition (for problems with executive function, see Fast & Conry, 2004; Moore & Green, 2004;
for adaptive functioning, see Spohr et al., 2007; Streissguth et al., 1999; Whaley et al., 2001; for
language and communication, see Kippin et al., 2018; Snow et al., 2017; for conduct disorders, see
Jirikowic et al., 2008; and for secondary disabilities, see Baer et al., 2003; Lupton et al., 2004;
O’Connor et al., 2002; Steinhausen et al., 1993; Streissguth et al., 1999). In Australia, FASD is
underdiagnosed and its effects are unrecognised (Bower et al., 2018; Elliott et al., 2008; Payne et
al., 2011). A higher rate of FASD has been found among Aboriginal children born in WA (Mutch et
al., 2015). In 2016, Australian guidelines for the screening and diagnosis of FASD were released to
establish consistency for categorising FASD across the nation (Bower et al., 2017).

A vast array of difficulties can be experienced as a result of FASD, including impairments in
executive functioning (Moore & Green, 2004). Executive functions are higher-order cognitive
processes involving thoughts and actions that are under conscious control (Clark et al., 2002), such
as the ability to plan, pay attention, control inhibition, think flexibly and be able use effective
strategies to self-regulate behaviour (Kaemingk & Paquette, 1999; Rasmussen & Bisanz, 2009).
Other areas of impaired functioning can manifest in communication and language disorders
(Anderson et al., 2016; Kippin et al., 2018; O’Leary et al., 2010; Snow et al., 2012, 2017), poor
academic achievement and memory problems (Fast & Conry, 2004). Of the youth diagnosed with

FASD in the prevalence study, severe impairments were found in academic functioning (86%),
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attention (72%), executive functioning (78%), cognition (21%), memory (56%), motor skills (50%)
(Bower et al., 2018) and language and communication (69%) Kippin et al., 2018). More than half of
the youth diagnosed with FASD had severe impairments in three or four neurodevelopmental
domains, and the remainder had severe impairment in five or more domains. Severe impairments in
these domains were also noted in this study in youth without a FASD diagnosis, albeit at lower
levels of prevalence (Bower et al., 2018).

Another area of impairment for individuals with FASD is adaptive functioning (Spohr et al.,
2007), which refers to the personal and social skills (communication, living skills and socialisation)
required to live independently (Streissguth et al., 1999). This has been described as one of the most
striking shortfalls in children with FASD (Steinhausen et al., 1993). Decreased social skills become
more pronounced with age in people affected by FASD (Whaley et al., 2001), and individuals with
FASD can have an impaired understanding of verbal commands and substantial trouble meeting
social expectations as a result of disruptive and uncooperative behaviours (Jirikowic et al., 2008).
Due to the highly structured environment of the detention centre, formal measures for adaptive
functioning were not applied. However, given that the youth were in trouble with the law and had
been imprisoned, and given the high levels of neurodevelopmental impairment in other domains, it
can be assumed that adaptive functioning was also impaired (Bower et al., 2018).
2.2 Fetal Alcohol Spectrum Disorder and Secondary Disabilities

As a consequence of the domains affected by FASD, people diagnosed with the condition
are highly likely to have secondary disabilities, which can result in adverse life outcomes (Bower et
al., 2018; Koren et al., 2004; Steinhausen et al., 1993; Streissguth et al., 2004). The literature on the
co-occurrence of disabilities associated with FASD shows that individuals experience a diverse
range of additional challenges to the neurodevelopmental impairments outlined above. Secondary
disabilities include emotional, conduct and sleep disorders that are persistent over time (Steinhausen
et al., 1993), and decreased social skills which can result in victimisation, bullying and disrupted

schooling (Carpenter, 2011; Page, 2001; Peadon et al., 2009). People with FASD more commonly
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experience homelessness, unemployment, and alcohol and other drug (AOD) use (Lupton et al.,
2004), difficulties with self-care and financial management (Spohr et al., 2007) and mental health
problems (Baer et al., 2003; Cox et al., 2008; O’Connor et al., 2002).

Conduct disorders are prevalent in people with FASD. Difficulty with attention and
impulsive behaviour exposes individuals to unsafe situations in which they are unable to determine
the consequences or judge the effect of their behaviour, increasing their risk of trouble with the law
(Fast & Conry, 2004, 2009; Fast et al., 1999; Koren et al., 2004; Lynch et al., 2003; Streissguth et
al., 2004). Children can be exposed to higher-than-normal levels of family dysfunction and
environmental stressors. Many children with FASD live in foster care (Badry & Felske, 2013; Burd
& Popova, 2019; Malvaso, Delfabbro, & Day, 2017a, 2017b; Tilbury, 2009) or are adopted
(Streissguth et al., 2004). A combination of these factors places individuals with FASD in ‘double
jeopardy’ (Carmichael Olson & Montague, 2011), with multiple adversities placing these children
at much higher risk for negative outcomes in their adult lives (Streissguth et al., 2004).
Overwhelmingly, the literature shows that impairments from FASD result in serious problems with
life adaptation, limited life chances and leads to affected individuals entering the criminal justice
system as children and youth.

2.3 Fetal Alcohol Spectrum Disorder and the Criminal Justice System

Globally, FASD is significantly correlated with criminal justice involvement, and
individuals with FASD are disproportionately represented in the criminal justice system (Bower et
al., 2018; Fast & Conry, 2004; Koren et al., 2004; Lynch et al., 2003; Popova et al., 2011;
Streissguth et al., 2004). Studies estimate that there are high numbers of undiagnosed youth and
adults in United States and Canadian correctional facilities (Burd et al., 2003, 2004; Malbin, 2004).
One study found that 14% of children and 60% of adolescents diagnosed with FASD had been in
trouble with the law (Streissguth et al., 2004). Yet criminal courts are mostly unaware of FASD and
the complexity of problems for individuals with this diagnosis (Douglas et al., 2012; Fast & Conry,

2004; Moore & Green, 2004; Mutch, 2013; Nevin et al., 2002).
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Individuals with FASD who come into contact with the criminal justice system raise serious
concerns regarding fairness and equity. When they come into contact with the police or are arrested,
they may experience an impaired understanding of why they are in trouble and have poor
comprehension of their arrest rights (Roach & Bailey, 2009). Individuals with FASD can be highly
suggestible, can have sporadic memory recall and can be easily influenced by suggestion during
police interviews. They may have poor concepts of time and the sequence of events and are prone to
confabulation (Fast & Conry, 2004). Confabulation, often construed as lying, concerns the
unintentional creation of false or inaccurate memory and has critical consequences in the context of
criminal justice where accurate recollection plays a major role in retelling of events, eye-witness
accounts and confessions, including self-confession (Brown et al., 2019). There is evidence that
those with FASD have high rates of self confession and that they are more likely to consent to
pressure to plead guilty with very little understanding of the legal or personal consequences (Fast &
Conry, 2004, 2009; McLachlan et al., 2014).

A justice-involved individual with FASD may not understand investigative procedures and
there are questions about their fitness to stand trial, the potential for diminished responsibility, their
capacity to testify, and the reliability of that testimony (Moore and Green, 2004). When individuals
with FASD come before the courts, they do not always understand court processes (Roach &
Bailey, 2009), and present with language deficiencies and poor communication skills (Kippin et al.,
2018; McLachlan et al., 2014; Snow et al., 2012). Often, individuals with FASD are involved in
impulsive, petty crime (Lynch et al., 2003; McLachlan et al., 2014). Once criminally involved, they
are susceptible to recidivist offending due to their inability to learn from punitive consequences and
are more likely to be incarcerated (Fast & Conry, 2004, 2009; McLachlan et al., 2014). When
incarcerated, they can be susceptible to bullying and coercion by other inmates (Boland et al., 1998;
Fast and Conry, 2004), are less likely to understand and respond appropriately to instructions or
orders and be punished, and are managed by custodial and non-custodial workforces who are

unaware of their needs (Hamilton, Reibel et al., 2019; Kippin et al., 2018; Passmore, 2018).
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Identifying individuals with FASD who come before the law, therefore, is extremely important. A
diagnosis of FASD recognises that there is a reason or cause for these behaviours, shifts unrealistic
expectations of individuals affected by FASD and encourages a more appropriate service response
(Badry & Choate, 2015; Bagley, 2019; Boland et al., 1998). Moreover, recognising that someone is
affected by FASD when entering the youth justice system could assist in reducing recidivism or
later entry to adult prisons (Boland et al., 1998; Streissguth et al., 1999).

The rates of youth potentially affected by FASD and who come before the courts or are
incarcerated across Australia are unknown. Concern has been raised nationally about the potential
prevalence of FASD and its contribution to criminal behaviour. An Australian Government report
produced by the House of Representatives Standing Committee on Aboriginal and Torres Strait
Islander Affairs (2011) highlighted concern about subjective evidence it received regarding the
potential prevalence of FASD in Aboriginal and Torres Strait Islander youth. The report noted the
behavioural challenges of children and young people with FASD and discussed the high rates of
Aboriginal and Torres Strait Islander youth ending up in prison in Australia and argued that this was
a result of the failure to recognise that FASD is an underlying contributor to criminal behaviour.
The Aboriginal Legal Service in WA (ALSWA), where this research was undertaken, also raised
concerns about the over-representation of young Aboriginal people in the justice system and the
potential links between these youth, undiagnosed and untreated FASD, and offending (ALSWA,
2013). Criminal justice personnel in Australia are recognising that FASD may be an issue for many
of the youth and adults with whom they are involved, that FASD exacerbates the likelihood of
recidivism, and that support specific to the impairments associated with FASD is required (Bower
et al., 2018; Douglas et al., 2012; Flannigan et al., 2018; Mutch et al., 2016).

It is important to note that just as FASD and its co-occurring disabilities pose a significant
risk to involvement with the youth justice system, there are many other influential factors. The
individual characteristics of youth such as resilience, self-esteem or self-efficacy; social and

community aspects such as their interactions with family, peer groups and institutions can all have a
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significant influence on the paths taken by youth in their lives (Catalano et al., 2011).
Socioeconomic inequality, family problems, homelessness, school, alcohol availability and early
age AOD use have been identified as some of the causes for increasing criminality in youth
(Catalano et al., 2011; Hemphill et al., 2006, 2009; Stiglitz, 2012; Toumbourou et al., 2013, 2015).
Importantly, children who experience a confluence of predictive factors such as witnessing and
experiencing violence, living in communities where there are high rates of AOD use and living in
poverty and disadvantage can experience long-term developmental harm, or ‘toxic stress’ (Garner et
al., 2012). The presence of FASD or neurodevelopmental impairments can compound the effects of
disadvantage, leading to involvement with the youth justice system. Although scholarly works that
explore FASD in both the population and in the criminal justice system provide important scientific
evidence of the likely extent of the problem, few studies to date have explored these broader social
determinants, FASD and the link to involvement with the criminal justice system.
2.4 Conclusion

Youth with FASD often come from dysfunctional backgrounds and have experienced
trauma, mental health issues, substance use disorders and other complex problems such as trouble
with the law (Dowse et al., 2014; Hafekost et al., 2017; Indig et al., 2016). Youth with FASD can
be misunderstood across their entire engagement with justice services, from the initial attribution of
culpability, longitudinally into the courts, they can be victimised in jails and mismanaged in the
transition back to the community unless those working with them are aware of the condition and its
implications specific to that individual (Streissguth et al., 1999). Youth justice services in Australia
do not routinely assess young people for FASD on entry to the justice system, despite strong
evidence that early recognition and support for justice-involved individuals with FASD is crucial
for just outcomes (Boland et al., 1998; Streissguth et al., 1999). Importantly, it is likely that
ascertaining confirmation of maternal alcohol consumption in youth of this age will be difficult

(Freeman et al., 2019); thus, this thesis argues that a broad focus on neurodevelopmental
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impairments rather than FASD would be more equitable for youth when developing routine
screening in the youth justice system.

There is an urgent need for greater resources and support for the assessment, diagnosis,
treatment of and education of the effects of FASD and neurodevelopmental impairments across
criminal justice settings in Australia and more broadly, in human services agencies and the general
community (Bower et al., 2018). Further, there is a need to examine effective, evaluated
interventions to inform the development of programs that can prevent children with FASD from
coming into contact with the law or being incarcerated and assist to direct their lives towards
positive and productive futures. To do this, it is critical that we attempt to understand
neurodevelopmental challenges within a broad social context. In the chapters that follow, I
contribute to this conversation by examining the qualitative study participants’ views through a
variety of lenses. The experiences and understandings of the young people, their caregivers and
non-custodial welfare staff will be understood and translated, prioritising cultural understandings of
diagnostic assessment, the social determinants of Indigenous health and through lenses of recovery
and healing.

2.4.1 Next Chapter Outline

The next chapter presents the first published article, which reports the research-topic yarning
component of this qualitative research with youth in detention. A full description of the data
collection and interpretation methods used are detailed in the article. The article has undergone a
small amount of reformatting to ensure thesis consistency. The article’s references can be found in
the comprehensive reference list. The published version of the article can be found in Appendix 1.
The citation for the publication is:

Hamilton, S., Reibel, T., Maslen, S., Watkins, R., Freeman, J., Passmore, H., Mutch, R., O’Donnell,

M., Braithwaite, V., & Bower, C. (2020). Disability ‘in-justice’: The benefits and challenges

of ‘yarning’ with young people undergoing diagnostic assessment for Fetal Alcohol
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Spectrum Disorder in a youth detention centre. Qualitative Health Research, 30(2), 314—

327. https://doi.org/10.1177/1049732319882910
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Chapter 3: Disability ‘in-justice’: The benefits and challenges of
‘yarning’ with young people undergoing diagnostic assessment for

Fetal Alcohol Spectrum Disorder in a youth detention centre

3.1 Abstract

Undertaking research with young people presents an array of methodological challenges.
We report the findings from a qualitative study that took place alongside a FASD prevalence study
among detainees in Australia. Of 38 participants, 27 were Aboriginal youth. Interviews were
conducted using ‘social yarning” and ‘research-topic yarning’, an Indigenous research method that
allows for data collection in an exploratory, culturally safe way. A complex interplay emerged
between social yarning and research-topic yarning, which provided a space to explore responsively
with participants their experiences of FASD assessments. Flexibility, including language adaptation
and visual descriptions about assessments were utilised to assist participants’ recall and retell their
experiences. There were, however, challenges in gathering data on the assessment experiences of
some participants. We describe how employing a ‘yarning’ method for collecting data could benefit
children and young people undergoing neurodevelopmental assessments in the future.
3.2 Introduction

Methodological challenges abound when researching vulnerable populations such as
children and young people, marginalised groups such as Indigenous populations, people with
disabilities, or those who are incarcerated, as all these populations are potentially more vulnerable
to unequal power relationships (Ogilvie & Lynch, 2001). As such, the effectiveness of interventions
and understanding of what works for youth have been found to be enhanced by listening to their
experiences (France & Homel, 2006; Lount et al., 2017). In this article, we explore the
methodological challenges associated with qualitative research, which focused on FASD
assessment experiences for a population of detained, mainly Indigenous youth in Australia. The

approach adopted was an Indigenous prescribed ‘yarning’ method, a technique that supports
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cultural and research integrity while maintaining participant autonomy. The objective was to
understand young people’s impressions of their participation in a clinical diagnostic assessment
process while in detention, and what harms, if any, may be associated with such participation.

Indigenous Australians are among the most intensely scrutinised and researched groups in
Australia since British settlement more than 200 years ago. This has occurred at the same time that
overall physical health and social and emotional wellbeing is comparatively poor by most measures
(Arabena & Moodie, 2014; Bainbridge et al., 2015; Thomas et al., 2014; Tsey et al., 2016). While
explanations for this state of affairs is complex, Indigenous scholars have argued for increased
adoption of Indigenous ontologies and methodologies that build bridges for both conducting
research and sharing benefits of research across Indigenous and non-Indigenous people (Bessarab &
Ng’andu, 2010; Moreton-Robertson, 2000; O’Donoghue, 1999; Rigney, 2001; Tuhiwai Smith,
1999). These Indigenous scholars do not discourage non-Indigenous research continuing to attempt
to understand and address the health inequalities between Indigenous and non-Indigenous people.
Rather, they seek to emphasise the importance of privileging Indigenous epistemologies and
ontologies and prioritising cultural safety when Indigenous people are the main focus of research.
Similarly, ontological approaches in conventional interviewing techniques are also underpinned by
an acknowledgement that participant realities are subjective and diverse, and what people say they
experience has the potential to influence future outcomes (Creswell, 2012).

Guiding principles for harm reduction in research have been outlined by the Lowitja
Institute (Laycock et al., 2011). According to these principles, research that aims to benefit
Indigenous people should be designed to hold at its centre consultation with, and leadership by,
Indigenous people. It should also aspire to authentic engagement with communities, and a
commitment to deep analysis of the impact of the research and its influences on Indigenous health.
Researching incarcerated youth, when the largest proportion of participants is Indigenous, could
therefore reasonably be seen as intrusive and upsetting for participants and their communities.

Stigmatisation and greater discrimination against Indigenous youth might be feared, and with
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justification. Minimising potential harm, therefore, is imperative (Bessarab & Ng’andu, 2010;
Fredericks et al., 2011; Kovach, 2010; Rigney, 2001; Tuhiwai Smith, 1999).

In addition to minimising harm, how we come to acquire knowledge, the concepts we use
and the value we attach to things vastly differs between Indigenous and non-Indigenous people in
Australia. As such, it is important to keep evolving research techniques for respectful sharing of
information and the use of these knowledges (Doyle et al., 2017). The Indigenous voice in research
has continually been suppressed and using an Indigenous data collection tool such as yarning is one
vehicle through which the knowledges and values important to Indigenous participants can be
prioritised in research (Bessarab & Ngandu, 2010).

3.3 Background

Underpinning the critiques that have been offered as to how and why Western approaches to
health research do not deliver the best possible outcomes for Indigenous people is the idea that
power differentials have engendered suspicion and distrust of research and researchers.
Methodologically sound approaches for undertaking qualitative research with vulnerable
populations are continually developing, including both conventional interviewing techniques and
research techniques specific for Indigenous peoples.

3.3.1 Conventional Qualitative Methods

Conventional qualitative techniques such as structured, semi-structured and unstructured
interviewing (Creswell, 2012; Kvale, 1994) can be used to collect data, where the aim is to describe
the experiences and views of participants. Interviewing is broadly understood to be about a
participant giving information on a particular topic to a researcher. Scholars, though, have long
advocated that research should not be done ‘to’ children, but rather ‘with them’ (Christensen, 2004),
and methodologies have been developed to allow more relational engagements when undertaking
qualitative research, particularly with vulnerable groups such as children and youth with cognitive

disabilities.
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For children with cognitive disabilities, repeated interviewing has been found to have
benefits, particularly when each child’s unique characteristics, abilities and challenges are known to
the interviewer and the interview format is adapted accordingly (Cederborg et al., 2008). Flexible
communication, including periods of silence, using prompts, rephrasing questions and summarising
and repeating responses back to participants have been found to be necessary when interviewing
individuals with cognitive disabilities (Sigstad & Garrells, 2017). Preparedness to be adaptable
when interviewing can assist in meeting the special needs of children and young people with
cognitive disabilities (Teachman & Gibson, 2013), and this is particularly important when the
research explores challenging topics such as the experience participating in assessments for FASD
(Pain, 2012).

Much has also been written on tools to assist in interviewing young people who are
vulnerable, disadvantaged or who have difficulty recalling or reporting their experiences,
particularly in relation to health assessments and crime interrogation (Driesshack, 2006; Glegg,
2019; Horstman et al., 2008). Other interviewing techniques, such as ‘cognitive interviewing’, use a
variety of tools to assist in data collection (Bryan et al., 2019; Meyer et al., 2018). The use of a
‘toolbox’ of interviewing techniques, such as drawing and writing and the use of pictures, have
been identified as critical to seeking the views of children who are subject to health assessments or
research (Bryan et al., 2019; Lees et al., 2017; Lys et al., 2018). Further, the merits of interviewing
children who are able to move around in what is termed by Irwin and Johnson (2005, p. 826) as
having a ‘kinetic conversation’ and the use of visual tools have been explored (Davison et al., 2015;
Glegg, 2019). These techniques facilitate relationships and provide opportunities for participants to
express their thoughts and feelings in a non-threatening and honest way (Driessnack, 2006; Glegg,
2019; Horstman et al., 2008).

Underpinning all these techniques is the concept of ‘do no harm’ to participants. Arguments
for research to be done ‘with’ rather than ‘to’ Indigenous populations are also consistently

articulated (Fredericks et al., 2011; Kovach, 2010; Rigney, 2001; Thomas et al., 2014; Tsey et al.,
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2016; Tuhiwai Smith, 1999). On the basis of the critiques of conventional interviewing techniques
and their use with Indigenous populations, the processes used for information gathering have
undergone change in both professional and research contexts. One example that has become
particularly popular in the Australian context is ‘yarning’.

3.3.2 Yarning as a Distinct Indigenous Qualitative Method

Yarning has become established as a research method, both in Indigenous Australian and
global Indigenous studies (Bessarab & Ng’andu, 2010; Fredericks et al., 2011; Kovach, 2010;
Martin et al., 2019; Rigney, 2001; Walker et al., 2014). Having a ‘yarn’ is ‘an Indigenous cultural
form of conversation’ (Bessarab & Ng’andu, 2010, p. 37). The essence of a yarn is listening and
exchange, with each side being willing to give information and show genuine connection to,
empathy with and interest in the other. The suitability of yarning, however, for Indigenous people
stems from its everydayness—drawing as it does on long standing cultural practices used by
families and communities. Control in a yarning conversation is shared, with more emphasis on
connection than on separateness, mutual respect and knowledge exchange (Bessarab & Ng’andu,
2010; Martin et al., 2019; Walker et al., 2014).

Yarning is arguably more flexible than many conventional interviewing approaches, even
though overlap and compatibility with some conventional methods is apparent. For example, as
with yarning, narrative and conversational interviewing draw on storytelling as a way in which
people are encouraged to make sense of their experiences and communicate these through
description of what is broadly meaningful to them rather than just retelling events (Emerson, 2018;
Mishler, 1995).

When considering the interviewing needs of vulnerable participants such as incarcerated
youth, researchers need to scrutinise the relational aspects of the research and the inherent power
dynamics with a traumatised or vulnerable population (Kevers et al., 2018). Yarning is a method
that respects the ‘stories’ participants ‘want to share’ as opposed to participants being expected to

give the researcher what they ‘want to hear’. The yarning approach represents an opportunity for
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two-way learning and knowledge-sharing that is not dependent on an unequal power relationship in
which the researcher maintains control.

Depending on context and purpose, yarning can both orient the social interaction approach
and centre the research-topic (Bessarab & Ng’andu, 2010). In this study, social yarning was used at
the beginning of conversations with young people to establish a connection not strongly associated
with the actual purpose of the yarn. In more conventional interviewing situations, this goal might be
stated as establishing rapport. Social yarning goes further in setting the tone for research-topic
yarning by encouraging the participant to lead the yarn, with the researcher valuing the participant
as a whole person; valuing their story and knowledges and minimise power imbalances between the
researcher and participant (Bessarab & Ng’andu, 2010). Ideally, no assumption is made that the
researcher is in control. In fact, the role of ‘researcher’ carries little weight during this early stage of
‘summing’ each other up. Through social yarning, the intent is deeper, achieved through purposeful
exchanges and trust-building, in which the researcher shares information about themselves with the
participant, and the level of information exchange is controlled by the participant.

Throughout this process, the continuing responsibility of the researcher is to find shared
ground through authentic interest in participant’s lives. This might be achieved through sharing
information about culture and family, sports, hobbies or interests. The research remains flexible to
finding the shared ground, which requires some knowledge about and empathy towards the
participant’s circumstances. For example, asking a participant ‘do you want to have a yarn about the
research?’ promotes an approach of ‘let’s explore what we feel, think, see together rather than
saying ‘this is what I want to know about the research, let’s talk’. By conducting a relational
exchange in this way and establishing a genuine rapport, yarning becomes a tool of authentic
information exchange, which when done well, with respect and by mutual agreement, has the
potential to reveal information relevant to the research without necessarily asking direct questions

(Bessarab & Ng’andu, 2010; Martin et al., 2019; Walker et al., 2014).
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For Indigenous people, storytelling is a traditional form of knowledge sharing and respectful
communication. Yarning provides a safe space for Indigenous people to share their feelings, hopes
and fears through storytelling. Moving between social and research-topic yarning is therefore a fluid
process (Bessarab & Ng’andu, 2010). Even when the research topic is introduced, yarning remains
informal and relaxed. Interspersing answers to research questions within stories provides a fuller
more meaningful and detailed engagement with the research topic than providing one or two word
answers. While this will not guarantee that an Aboriginal person will engage in a yarning process,
more often than not, yarning provides participants with an opportunity to assess the potential threat
or ulterior motives of the researcher/interviewer through a process of sharing knowledge and
building mutual understandings. Yarning then becomes a journey of mutual discovery and learning
through storytelling.

In both social yarning and research-topic yarning, deviations from the purpose of the
research are tolerated more than is the case in conventional interviewing, operating as a sign of
respect for the connection established through the yarn. This is carried through to other forms of
yarning. Collaborative yarning expands the opportunity for sharing information through exploring
other topics that lead to new understandings (Bessarab & Ng’andu, 2010). Therapeutic yarning
occurs when very personal or traumatic information is disclosed by a participant. In such situations
the researcher needs to seamlessly switch from data collection to listening and supporting the
participant (Bessarab & Ng’andu, 2010). Yarning requires the researcher to have sensitivity towards
the participant and deep listening, or ‘dadirri’, a spiritual form of trust and rapport building
(Atkinson, 2002).

Overall, yarning creates relationships and governs the responsibility of both parties to be
good listeners and genuine contributors and supporters of the other (Martin, 2008). Yarning as
research method was therefore the most culturally safe means of gathering information, for the
majority of the research population who were Indigenous youth. Additionally, the language of

‘having a yarn’ is colloquially well understood to mean ‘having a conversation’, certainly among
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most Indigenous people but also in the broader Australian society. Thus, understanding of having a
yarn and its suitability was readily extended to the non-Indigenous youth who were involved in this
study.

In this analysis, we consider whether the use of yarning is an appropriate research data
collection tool for both Indigenous and non-Indigenous youth in detention, particularly those with a
neurodevelopmental disability.

3.4 Study Context

FASD is a lifelong, preventable brain injury caused by alcohol exposure during pregnancy
(Fast & Conry, 2009; Popova et al., 2011). People with FASD can have a myriad of secondary
problems including an increased likelihood that they will come into contact with the law (Fast &
Conry, 2004). Streissguth et al. (2004) find that 60% of adolescents and adults with a FASD
diagnosis in the US had engagement with the justice system. Those with FASD have difficulty with
language and communication (Kippin et al., 2018), understanding and linking consequences to
actions, they have memory problems, difficulty with attention and judgement, and are prone to
impulsivity and suggestibility (McLachlan et al., 2014).

In Australia, a House of Representatives Standing Committee on Aboriginal and Torres
Strait Islander Affairs (2011) report described receiving ‘compelling evidence on the issue of Fetal
Alcohol Spectrum Disorder and [its] links with offending’. The ALSWA (2013) has also expressed
concern that youth with unrecognised FASD are coming before the law in Australia. Despite
representing 3% of the population, 27% of prisoners in Australia are Aboriginal or Torres Strait
Islander (hereafter respectfully referred to as Aboriginal) (Australian Bureau of Statistics, 2017a)
and almost half of all youth in custody are Aboriginal (Australian Bureau of Statistics, 2017b). In
WA, Aboriginal youth are 54 times more likely to be incarcerated as non-Aboriginal youth
(Australian Institute of Health and Welfare, 2016), and represent 75% of the youth detention

population (OICS, 2015). There is a lack of understanding and knowledge of FASD and its

52



implications in youth detention in WA in both the custodial (Passmore et al., 2018) and non-
custodial workforce (Hamilton, Reibel et al., 2019).

In response to these concerns, a first-of-its-kind multi-strand research study was undertaken
to establish the prevalence of FASD among youth in detention in WA (Bower et al., 2018;
Passmore et al., 2016; Passmore et al., 2018). The prevalence study found that 36% of participants
had FASD. Additionally, 89% of participants had at least one domain of severe neurodevelopmental
impairment, and 21% were impaired in cognition (Bower et al., 2018). It is important to note that,
due to the age of the participants, ascertaining maternal alcohol consumption was challenging
(Freeman et al., 2019), and as such, the FASD prevalence rate is likely to be underestimated (Bower
etal., 2018).

Concurrently with the FASD prevalence study, a qualitative study was undertaken.
Participants included the young people who had participated in FASD assessments, non-custodial
staff who provide rehabilitative services to them while in detention, and the young people’s
caregivers, family members and support networks. A core aim of the qualitative study was to
determine whether the benefits of young people’s participation in the assessment process
outweighed potential harms that may have occurred in the course of the prevalence study. This
determination would be made based on the cumulative evidence that young people provided during
yarning, how they expressed their experiences of participation and what the assessment outcomes
meant to them. This article aims to provide insight into the experiences of undergoing assessments
for FASD and seeks evidence of how the assessment process might produce possible harm or
benefit for those who undertook the testing.

3.5 Methods
3.5.1 Study Setting

Banksia Hill Detention Centre (‘Banksia’), the only youth detention facility in WA, houses

male and female young offenders aged 10-18 (DOJ, 2018). At the time of the study, Banksia

housed approximately 155 youth, and 75% of the population was Aboriginal (OICS, 2015). Of
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these youth, 95% were male and more than half were aged between 16 and 17 years. Over half
(57%) were urban youth and 43% were from regional and remote areas of WA (OICS, 2015).

All youth who had been sentenced to a minimum of two weeks in detention and were aged
between 10 and 17 years, 11 months were eligible to participate. Participants were recruited using a
face-to-face approach by a research officer based at Banksia, who identified eligible young people
from the centre census each week.

3.5.2 Assessments

Clinicians in the research team undertook comprehensive assessments with participating
sentenced youth (Kippin et al., 2018; Passmore et al., 2016). Assessments began with a research
officer collecting bio-social information from the young person about their life history, schooling,
and general health and wellbeing. The participants then undertook clinical assessments: 1) a
comprehensive health and medical assessment; 2) a neuropsychology assessment; 3) a speech and
language assessment; and 4) a motor skills assessment.

On completion of clinical assessments of the assessment results, a multidisciplinary team of
clinicians undertook a comprehensive review of the findings and, if relevant, formed a diagnosis for
the participants. An Assessment Results and Recommendations Report was compiled of
comprehensive assessment results, including the young person’s strengths and difficulties, and
proposed individualised strategies to assist in their future care.

Researchers met with the young person and their parent or guardian to feedback the
assessment results. Where relevant, interpreter services were used when English was an additional
language. Additional information for follow up services in Banksia for young people, and
community services for supporting those who care for the young people to understand, translate or
cope with the content of the reports was provided.

3.5.3 Informed Consent
Written assent from the young person, and written consent from their parent or guardian to

participate in the prevalence and qualitative studies was undertaken by a research officer. Because
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of the vulnerability of this population, a child-centred approach to seeking assent was followed
(Dell Clark, 2010). The research officer explained the purpose of the study using simple language
and pictorial information sheets and assent forms allowing time for the participant to review and ask
questions (Bower et al., 2018).

Upon assent, written consent was then sought from their identified parent or guardian.
Written assent and consent recognised the capacity of young participants to be involved in informed
decision making about research participation, while at the same time respecting the responsibility of
their parents as their guardians to provide informed consent for participation (Lambert & Glacken,
2011).

3.5.4 Qualitative Study Participants

The qualitative study began at Banksia 12 months after the prevalence study had
commenced. As a result, some earlier prevalence study participants did not have an opportunity to
participate as they had been released prior to the qualitative study commencing. Sixty-one
participants had been released and seven returned to Banksia. Three of these participants received
feedback during this time, following which they undertook a yarning interview. A purposive
sampling method was used to identify qualitative study participants from the 99 young people who
completed assessments in the prevalence study (Bower et al., 2018). Of these 99 participants, 38
agreed to participate in a yarning interview (see Table 3.1). Most participants (27/38) self-identified
as Aboriginal and the remaining 11 non-Aboriginal Australian, three of whom were born overseas.
To protect the identity of participants, two descriptors are used in this article: Aboriginal and non-
Aboriginal Australian.

At the time of the yarning interviews, the researcher had no knowledge of participants’
diagnostic outcomes although was familiar with background information about the participants’
circumstances. Subsequent analysis showed that of the qualitative participants, 24% had FASD. Of
these participants, 90% had an additional diagnosis (mental health and conduct disorders), which

was identified by their parent or guardian or derived from available health, justice or child
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protection records. Of the participants diagnosed with neurodevelopmental impairments, 26% of
participants had one or more additional diagnoses. The remaining 42% of participants did not
receive a FASD or neurodevelopmental impairment diagnosis.
3.5.5 Qualitative Study Data Collection

Data were collected primarily using social yarning, progressing to research-topic yarning.
The researcher and participant first exchanged information about family, where they lived, their
education experiences, and their hopes for the future. The research was undertaken by an Aboriginal
woman from Eastern Australia with a background in social work. Yarning therefore involved
sharing information about Aboriginal heritage and country, a cultural protocol essential to honest
and identifiable engagement between Aboriginal people, and highly relevant to the young people in
this study. When opportunity arose, the researcher moved from social yarning to the research-topic
yarn. This transition into research-topic yarning occurred at different times, depending on how
engaged the young person was in their own story-telling. The research-topic yarning explored
assessment experiences, what the participants liked or were challenged by, and discussed specific

assessment information.
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Table 3.1

Participant Characteristics

Prevalence study

participants

Qualitative study

participants

(n=99) (n=38)
Number (%) Number (%)
Ethnicity® Aboriginal Australian 73 (74) 27 (71)
Non-Aboriginal 16 (26) 11 (29)
Australian
Age 13 years 4 (4) 2 (5)
14 years 16 (16) 6 (16)
15 years 23 (23) 11 (29)
16 years 23 (23) 11 (29)
17 years 33 (33) 8 (21)
Gender Male 92 (93) 35(92)
Female 7(7) 3(8)
Residential Area  Urban 51 (51) 6 (15)
Regional/Remote 49 (49) 32 (85)
Consenting Adult  Parent 62 (63) 10 (26)
Guardian 24 (24) 15 (40)
DOC® 13 (13) 13 (34)

(@) Includes young people of New Zealand, Asian and African ethnicity

(b) State guardianship: DOC

All but two interviews took place in an outdoors area at Banksia and all yarns were in sight,

but not in hearing of custodial officers. Yarns took place in the residential units (n=3 male units,

n=3 female units). Two yarns were undertaken with young people attending but not participating in

sporting activities and the remainder (n=30) took place during Banksia’s school and vocational

activities and were undertaken in the education quadrangle. The yarns lasted between 10 minutes

and 30 minutes.
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Most yarns were undertaken with the researcher and participant seated side by side with a
respectful distance between and an intent to maintain a natural and non-threatening engagement. At
the same time, the proximity allowed the researcher to observe the participant’s body language,
demeanours and other non-verbal cues.

Every effort was made to undertake research-topic yarning as close to the assessments as
possible. The yarns typically took place within one week following completion of each young
person’s assessment but ranges from the same day as an assessment up to 16 days. Not all the
young people in the qualitative study had completed all the clinical assessments. However, all had
undertaken, at a minimum, the biosocial interview with a research officer and had completed one
clinical assessment. At the time of yarning, only seven participants had received feedback about
their assessments. As such, the majority of participants were only in a position to yarn about their
assessment experiences.

To minimise potential harm to participants, a voice-recording device was not used during
yarning. Brief hand-written notes were taken during the interview, with salient points recorded in
writing (verbatim) and double checked with participants for accuracy at the time of the interview.
Immediately following the yarn, the researcher comprehensively documented details of the
interview, including multiple reflective fieldnotes.

3.5.6 Ethics Approval

Ethics approval was granted by the Western Australian Aboriginal Health Ethics Committee
(approval number 582) and University of Western Australia Human Research Ethics Committee
(approval number RA/4/1/7116). Research approvals were also gained from the (former)
Department of Corrective Services (project 1D 335) and the (former) Department for Child
Protection and Family Support (approval number 2015/8981).

3.5.7 Data Analysis
These data were analysed using thematic analysis (Attride-Stirling, 2001). The research-

topic yarning data were entered into NVivo 11 Pro (2016) by the lead researcher, and multiple
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reviews and coding were conducted. Study team members as well as clinicians undertaking the
assessments regularly met and discussed emerging themes from these data. Two researchers, one
senior qualitative researcher independent from the study, separately reviewed these data and
identified, compared and finalised key themes.
3.6 Findings

The findings presented here focus on observations identified in the young people’s yarning
data related to the benefits and challenges of yarning as a data collection method. This analytical
perspective focused on participants’ experiences with the clinical assessments, what the process
meant to them. The analysis is presented under descriptive headings that seek to untangle the
nuances of yarning as a research data collection method and demonstrate the fluidity of the
approach particular to each individual circumstance. Beginning with a description of how yarning
was conducted culturally with Aboriginal participants, and in a ‘two-way’ conversation with non-
Aboriginal participants, we then explore the challenges and strategies used when yarning with
participants with a neurodevelopmental disability. The exchange between social yarning and
research-topic yarning as an interconnected entity, and the necessity for researcher flexibility is
explored. Finally, the prior knowledge of participant disability and social circumstances as a
prerequisite knowledge for researchers are then discussed.
3.6.1 Yarning and Language Adaptation

Yarning provided an opportunity for sharing information between the researcher and the
participants. An Aboriginal participant who identified English as his first language, and who was
diagnosed in the study with FASD, provides a good example. This participant remembered his
assessment experience, and said ‘the assessments were all good, though there were some silly
words’. In yarning about the ‘silly words’ the researcher explained these to the participant in a way
that Aboriginal people commonly communicate. For example, FASD was yarned about between the
participant and the researcher as ‘that thing in your head’ or feeling confused or not understanding

became ‘when your head feeling silly’. When describing a personal strength identified in the
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assessment, the researcher described it as ‘solid’ or a ‘deadly thing’, terms that Aboriginal people
use to describe something as very good. Towards the end of the yarn, the researcher asked the
participant if he understood better the ‘silly words’, and his response was ‘yes, now you said it
blackfulla way’.

It was not only Aboriginal young people who required changes in descriptive language
during yarning. For one non-Aboriginal participant who did not understand what confusion was, the
researcher said, ‘when your head is feeling all mixed up’.

3.6.2 Silences

Using yarning did not necessarily mean participants were able to communicate their
thoughts and feelings about the assessments or their experience of these. One Aboriginal participant
diagnosed with neurodevelopmental impairment in the study was noted by the researcher as
‘difficult to engage’. The field notes went on to describe:

a difficult interview. [The participant] continually stood up and sat down during the yarn.
He was very hyper-vigilant, continually looking over his shoulder (we had our backs to
the wall of a main classroom), and almost startled at every noise. He was fidgety and his
legs never stopped ... Although he smiled a lot and seemed happy he actually said very
little.

Another non-Aboriginal participant was noted by the researcher as ‘not really wanting to
[varn] even though he said he did’. More than once this young person, due to a lack of responses
was asked if he would like to return to the class he had been in before the yarn. Even though he said
very little, he declined to return to the class. This raises interesting questions about his agreement to
participate in the study and whether participation in yarning was a way to escape the daily routine
of detention life.

One non-Aboriginal participant with no diagnosis from the study, and no previously noted
diagnosis, had completed assessments over three weeks, and the yarning interview took place three
days after his final assessment. Although this participant had on the surface a much greater ability

of social connection and capacity to comment on and remember his assessment process than some
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of his peers, yarning was nonetheless difficult for him. For example, he said ‘it is hard to remember
specifics about the assessments’, while the field notes recorded he was ‘happy and talked openly ...
maintained eye contact and was smiling most of the time. He wasn’t fidgety and was able to focus
on our conversation’. As such, it was interesting that this participant had no view of his
participation in the assessments. Possibly the experience was just not worthy of his attention in the
context of incarceration where so much else was going on, and which was possibly more relevant to
his wellbeing.
3.6.3 Walking and Yarning: Visual Cues to Promote Yarning

An Aboriginal participant, diagnosed with many impairments including in his
communication, was happy to have a yarn about assessments and feedback when invited. When the
researcher asked the participant where he would like to sit for the yarn he indicated a brick wall in
the education block. He politely invited the researcher to sit, and then proceeded to stand right in
front of the researcher, less than a metre away. Although not intentionally threatening, the
participant was a tall and solid young person and the researcher was not comfortable. The
researcher repeated a request to him to take a seat on the wall; however, he continued to just look at
the researcher, smiling. In response, the researcher stood and suggested ‘we walk and yarn’. The
flexibility of yarning, which could arguably have been more difficult using traditional qualitative
methods, provided an opportunity for this participant to share what he could about his experience in
a way that affected neither the researcher nor the participant but gave some choice of the
environment in which the yarn took place. In this case, yarning flexibility provided a way to
manage this young person’s poor social skills and inability to understand the concept of ‘personal
space’.
3.6.4 Using Additional Tools to Facilitate Yarning

It is apparent that in order to effectively contribute their experiences in yarning, many
participants needed additional assistance. This section explores the use of additional tools to assist

participants to tell their stories.
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One of the benefits of yarning over other qualitative research methods, especially in this
study, is that it directs the researcher towards considerations such as the appropriate use of
language, visual illustrations, and different ways to conduct conversations according to individual
participant needs. Therefore, its emphasis is on the researcher’s responsibility to ensure that a safe
space is created in which to engage with participants.

During research-topic yarning, a non-Aboriginal participant diagnosed with ND and an
Intellectual Disability (ID) said ‘assessments were all good, nothing special’. In words alone, the
research yarn revealed very little. However, in the yarn it became apparent that this participant
struggled to understand his diagnosis of ID. The young person was eligible for disability services
support but was worried about meeting with personnel from the service. The researcher visually
demonstrated what he could not understand. This included using a flowchart created with Post-It
notes and drawing a number of pictures to assist the participant’s understanding, including visuals
on different parts of the brain affected. Working through this process in the context of the yarn had
immediate benefits for the young person. It also suggests that such approaches may be valuable in
communicating about the research and assessment processes. It is important to note that although
fidget tools were mostly useful additions to yarning, they did not help this participant. During the
first yarning session, he was given a stress ball to help him focus, but its use was noted by the
researcher to provide ‘not too much effect’.

Another non-Aboriginal participant had difficulty remembering his strengths and challenges
provided in his report feedback. In response, his strengths were written on Post-It notes for him to
put in his room. The researcher also showed him a blank copy of one of the pictorial assessment
protocols, to which he responded, ‘oh yes, I remember’. While browsing through the protocol, the
participant went on to say, ‘I don’t remember anything particularly bad about them’, but then shared
his feelings about the speech pathology component, saying he ‘didn’t like the mouth stuff ...

moving my mouth and tongue around. It felt funny’. Using these tools in the context of the yarn, he
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was able to reflect on and benefit from his participation in the assessment experience and enhance
his understanding of his assessment results.

One non-Aboriginal participant with neurodevelopmental impairment, ADHD and Post-
Traumatic Stress Disorder (PTSD) was very conversant during the research yarn; however, his
complex problems resulted in displays of some inappropriate behaviours during the yarning. Rather
than abandon the yarn, the researcher instead provided fidget tools, such as a stress ball and picture
cards, to minimise the potential for his actions, and to assist the young person to maintain his
personal space without imposing this on him.

Like conventional qualitative methods, tools assisted the participants to understand and
communicate. However, unlike the more linear fashion associated with conventional interviewing,
yarning allowed the flexibility to weave between the social and the research-topic.

3.6.5 Transitioning from the Social to the Research Yarn

Social yarning was also an important way to get through to some of the participants whose
problems with things like substance use dominated other thoughts. A participant with confirmed
ADHD, PTSD and Conduct Disorder was one example. The young person, who had lived in foster
care with ‘too many homes to count’, was noted in the yarning fieldnotes as being ‘highly focused
on drug use’, with the yarn terminated as the researcher ‘was unable to divert his attention from the
topic of drug use’. While, in this case, there was limited data collected on the research topic, the
process of yarning was perceived as of benefit to this young person, highlighting that social yarning
in particular is about more than ‘data collection’. This participant was noted in this yarn as being ‘so
so sad’. During the yarn, the participant said to the researcher ‘you don’t know nuffin miss’,
indicating a barrier from the perspective of the young person to sharing their experience. In the
context of the yarn, the researcher shared with the young person some similarities in their teenage
lives in the hope that the young person could see a future outside of detention and drug use. The
participant engaged with this aspect of the yarn, the researcher recording this response from the

participant: ‘[name] looked me fair and square in the eye and said “really”’?” This suggests that
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yarning encouraged a conversational exchange of information through building trust and arousing
interest. Further, it indicates that yarning as method, while not completely successful in terms of
moving to research-topic yarning, was able to open a space for communication between the
research participant and the researcher that would have been even more difficult using conventional
qualitative interviewing methods.

Three yarns were ceased during social yarning due to inappropriate conversations about the
young people’s crimes or drug use and an inability by the researcher to shift the young people to
yarning about the assessments. In fieldwork notes, the researcher recorded reasons for ceasing the
yarn: ‘high levels drug use ceased yarn due to an inability to move the young person away from the
topic’; ‘no engagement or interest in, and possibly no memory of assessments’. Later analysis of the
diagnostic results revealed two of these participants had been diagnosed in the prevalence study,
one with FASD and one with neurodevelopmental impairment. The other participant had confirmed
diagnosis of ADHD, PTSD and Conduct Disorder. All three youths were Aboriginal.

3.6.6 Yarning Flexibility and Fluidity

For the most part, the focus of the observations have been on research-topic yarning.
However, in most cases, social and research-topic yarning were intertwined, at times extending to
therapeutic yarning. We have presented these findings to directly illustrate this intertwining, as well
as noting the challenges in transitioning from the social into the research yarn, and occasionally,
therapeutic contexts.

Yarning was a method that had the required flexibility to allow space for the participants to
talk about what was important to them, even if it appeared off topic in the first instance. An
Aboriginal participant with no diagnosis advised that they had undertaken the assessments to
understand more about what a family member who had been assessed and diagnosed with FASD
had experienced. The participant, when asked about their thoughts on the assessments said, ‘I have

much greater insight into his problems and what he went through’. In this case, moving between
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social and research-topic yarning allowed increased knowledge for participants about themselves, as
well as opening a space to talk about the assessment process.

These examples of difficulties with research-topic yarning should not be interpreted as
failures of the method. The participants were still able to provide information about their difficulties
and what they needed. Prior to the yarn being stopped, a participant with FASD said: ‘don’t really
care about them [the assessments]’. He participated because it seemed ‘better than going to school’.
A number of features of FASD and the reason for his difficulties were evident on later analysis of
the transcript. First, managing his behaviour and impulsivity was difficult for this young person.
Yarning about not liking the consequences, the researcher asked this young person ‘do you think
about whether you should not do something so you don’t get into trouble?’ the participant said
‘[laughing] aaaah too late—I would have done it before I thought about whether | should’. While
this information was presented within the social yarning component, it provided important
information related to the research-topic yarning: that of difficulties with impulsivity, which is
important to address for young offenders with FASD.

3.6.7 Researcher ‘Need to Knows’

Much of the feedback presented here emphasises the need for researchers to be armed with
information regarding a young person’s neurodevelopmental and social challenges following
assessments. One participant, an Aboriginal youth diagnosed in the study with ND, was positive
about his experience: ‘it has helped me to understand more about myself’. He then explained he
‘struggled with the story part, I got confused trying to tell the story back, but everything else was
ok’. His acknowledgement of his ‘struggle with the story part’ of the assessment suggests that he
had some good awareness of his own challenges. It also suggests that, had the researcher known
previously that this young person struggled with comprehending and relaying information because
of impairments in language, communication and his executive functioning, this young person may
have been ‘yarned’ with differently to provide him with a better opportunity to tell his story. This

was a predicament in the yarning related to not always being aware of young people’s diagnoses,
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having limited knowledge of their personal circumstances or their assessment outcomes. Prior
knowledge may assist with approaching the yarn in a more tailored way. At the same time, no prior
knowledge reduces researcher bias. This therefore emphasises the need for research flexibility and
using the fluid nature of yarning to create the best possible circumstances for the yarn to take place.
3.7 Discussion

The findings presented here have focused on the benefits and challenges of yarning as a data
collection method, and suggest yarning provided a way to acquire knowledge about research
experiences from vulnerable young participants while giving them some control over the interview
process (Ogilvie & Lynch, 2001). The findings also suggest that, with or without
neurodevelopmental disability, young people may not answer questions for a variety of reasons.
They may not be listening, they may not understand, they may not know the answer, or they may
not want to give an answer. The findings provide some insight into how youth in detention
approach the issue of researchers wanting to know about their capacities and experiences.

The findings also suggest that yarning allows the flexibility to deal with poor listening and
understanding, to work out the likelihood of youth not having an answer through not noticing or not
remembering and identifying cases where youth may not want to share knowledge. Yarning assisted
young people, who were confused or had difficulty understanding aspects of their impairments to
better understand their assessments. Yarning also provided flexibility for participants who struggled
because of poor social skills, or impairments in memory and attention. As with conventional
interviewing methods (Bryan et al., 2019; Meyer et al., 2018; Teachman & Gibson, 2013), this
flexibility offered accommodation of specific needs such as walking, descriptive explanations,
assistance with focus and for the structure or flow of the interview. The findings suggest that
yarning gives scope to be responsive to the many different reasons for not receiving an answer and
working out most likely explanations. By employing changes in language such as plain language or
‘blackfulla way’ explanations and drawing or providing visual imagery, yarning assisted

participants to understand more about their strengths and challenges. The flexibility of yarning in
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combination with a variety of tools provided examples for participants to be able to ask for or get
what they need in the future. Although the use of fidget tools and other devices can be used to assist
young people with sensory challenges with their education (Worthen, 2010), there is no known
literature on the use of fidget tools and yarning with youth with neurodevelopmental disability. The
way fidget and visual tools were used both to maintain engagement in yarning, and as an
educational resource that had benefits both during the research and for the participant’s future
needs, provides a significant contribution to future qualitative health research methods for young
people undergoing clinical assessments in the future.

Although there were many benefits, the yarning method was not a silver bullet. Bessarab
and Ng’andu’s (2010) description of ‘social yarning’ as a process that can be used to build
participant rapport ahead of ‘research-topic yarning’ would seem a reasonably straightforward
process. In this research, however, there was a necessary back-and-forth movement between social
and research-topic yarning in order to maintain rapport, to maintain engagement and to gain
information relevant to research-topic yarning. Talking with detained youth, many of whom had a
range of complex problems, with or without neurodevelopmental disabilities, is tough. It is
therefore no surprise that there were participants who could not provide the information we were
seeking about the assessments in the research-topic yarning. Importantly, there is no evidence to
suggest that it was more difficult for any particular group, Aboriginal or non-Aboriginal, or those
with or without a diagnosis. Moreover, yarning as a method for collecting data with non-Aboriginal
participants had resonance with other more conventional qualitative interviewing techniques for
children with cognitive disabilities (Sigstad & Garrells, 2017).

Continually yarning and providing feedback following assessments appears to be generally a
useful process regardless of neurodevelopmental capability. Further, in order for the researcher to
be flexible and responsive to participant needs, diagrams, drawings and printed information can be
used to enhance the sharing of knowledge and ensure mutual understanding in accordance with

different communication, language, life experiences and preferred learning styles.
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This research was undertaken to invite the participants to express their thoughts about their
assessment experiences. Difficulties that can be experienced by those with FASD such as an
impaired ability to understand and communicate, memory problems and difficulty with attention
and judgement (McLachlan et al., 2014) were all found to be present among the participants. It is
imperative to consider the views and experiences of participants to minimise the potential for harm,
particularly for Aboriginal youth (Bessarab & Ng’andu, 2010; Fredericks et al., 2011; Kovach,
2010; Rigney, 2001; Tuhiwai Smith, 1999).

Documenting neurodevelopmental disability through clinical assessments for justice-
involved youth has the potential to identify and direct future assessments and interventions that
could initiate a process of supported pathways for youth away from crime. Recognising and
supporting individuals with FASD or neurodevelopmental impairment in the youth justice system
facilitates understandings of these youth and their needs. Undiagnosed neurodevelopmental
disabilities means that these youth are being dealt with by a justice system that is blind to their
disability, and in so doing, perpetrates a ‘disability in-justice’. Knowledge of how those assessed as
having a neurodevelopmental disability such as FASD regard their experience with the process of
assessment may open new pathways for understanding and assisting these youth in future.

3.8 Limitations

The study was limited by the nature of the sample—a select cohort of detained youth—and
was determined by the availability and willingness of participants to be involved in yarning
interviews. At times, there were limited opportunities to access the young people, due to factors
associated with the operation of the detention centre. This impacted the time between the
assessment and the interview, potentially impacting their recollections. It was also limited by being
unable to link reactions to testing to different categories of neurodevelopmental impairments due to
not have this data at the time of interviewing.

A decision was made by the researcher not to use recording devices with the participants in

the detention centre. Discussing the use of a voice recorder with one young person who
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immediately associated the device with his police interview, the researcher decided it would be less
harmful for the participants not to have this means of data recording associated with the yarning
aspect of the research. As such yarning was dependent on note taking, with verbatim quotes written
during the interviews and detailed reflective field notes prepared immediately following yarning.
Additionally, the participants’ neurodevelopmental disabilities meant the researcher needed to ask
different questions or use different approaches. Both of these factors meant there was variability in
the amount of data between participants at times, which resulted in one word or short answers.

The participants had difficult lives and histories and at times the researcher, although
externally composed, was disturbed by the trauma experienced by the participants. In one or two
cases, this influenced the direction yarning took, and influenced the questions the researcher both
chose to ask and how they were asked. In these cases, this may have influenced participant
responses in both the social yarning and in moving to research-topic yarning.

3.9 Conclusion

Using a yarning methodology to interview young people assessed for neurodevelopmental
disability enables a partnership to develop between researcher and participants in which information
can be shared between the two. Researchers can gain insight into how young people make sense of
the process of clinical assessment and elements that need further refinement to meet their needs.
Yarning with young people opens the possibility for building relationships between researchers and
participants in such a way that researchers can give something back reciprocating the “gift’ of
participation. This analysis has also revealed that researchers could benefit from being armed with
information about a participant’s neurodevelopmental strengths and impairments ahead of yarning.
Having such insights suggest that the use of additional techniques such as fidget tools, walking
while yarning, or through using visual aids such as diagrams or drawing, may provide benefits for
participants. The research suggests that there is much value in evolving shared knowledges, which
enable improvement in future assessment processes and provide participants with an opportunity to

gain valuable information about themselves.
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3.9.6 Supplemental Material
Supplemental material for this article is available online at: journals.sagepub.com/home/ghr.
https://doi.org/10.1177/1049732319882910
3.9.7 Next Chapter Outline
To supplement the above journal article about the benefits and challenges of yarning with
young people, the views of their caregivers will now be presented in an article that reports on
yarning interviews. A full description of the data collection and interpretation methods used are
detailed in the article. The article has undergone a small amount of reformatting to ensure thesis
consistency. The article’s references can be found in the comprehensive reference list and the
published article can be found in Appendix 2. The citation for the publication is:
Hamilton, S., Maslen, S., Conigrave, K., Mutch, R., Watkins, R., O’Donnell, M., Freeman, J., &
Bower, C. (2020). ‘That thing in his head’: Aboriginal and non-Aboriginal caregiver
responses to Fetal Alcohol Spectrum Disorder diagnosis. Sociology of Health and IlIness.

Early View. doi: 10.1111/1467-9566.13146
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Chapter 4: ‘That thing in his head’: Aboriginal and non-Aboriginal
Australia caregiver responses to neurodevelopmental disability
diagnosis

4.1 Abstract

Little is known about the significance of cultural differences to how caregivers receive a
diagnosis of neurodevelopmental disability. As part of a FASD 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.
4.2 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

(Blaxter, 2004; Blum, 2015; Jutel, 2009, 2019). As sociological contributions have demonstrated,
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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 & Williams, 2015; Maslen,
2016), and a product of communication between the doctor and patient (Turowetz & 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 & 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 et al., 2010; Zarhin, 2015; Maslen & Lupton,
2019a, 2019b).

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 et al., 2019). The significance
of masculinities to men’s discourses 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 et al., 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 & 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 & Phelan, 2001). In a study
73



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 et al., 2019). Middle class fathers were more likely than fathers from a low socioeconomic
group to describe shame and guilt about having a child who misbehaved or was uncontrollable
(Olsvold et al., 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 (Blum, 2015; Landsman, 2010; Ryan & 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 Indigenous! cultures, 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
iliness, these works have been extensively criticised for their lack of regard to Indigenous voices
and knowledge systems (Sherwood, 2013). Despite the well-established benefits of privileging
Indigenous voices in health and illness research (Bessarab & 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 that was undertaken to establish the prevalence of

FASD among youth sentenced to detention in Banksia Hill Detention Centre between 2015 and
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2017 (Bower et al., 2018). 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 & 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 (Bower et al., 2018). Thirty-six per cent of participants were
diagnosed with FASD and 89% were diagnosed with at least one severe neurodevelopmental
impairment (Bower et al., 2018). In addition to providing important information about the
prevalence of FASD, this study has 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 & 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, AOD 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 (Hickey & Wilson, 2017; Hughes et al., 2004; Pewewardy, 2002;

Thomas et al., 2019).
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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. Shame is also significant in how Aboriginal
caregivers receive a diagnosis of FASD in the context of intergenerational drinking.

4.3 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 & 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).

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
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alone and unsupported (Chamberlain et al., 2017). Factors such as age, socioeconomic status, and
geographical proximity to services obstructed benefits from diagnosis (Doak et al., 2019).

The broader literature on caregivers posits that social and biomedical explanations of
diagnosis are interwoven narratives, and that network and resource mobilisation can be preferred to
medical intervention (Blaxter, 2004; Malacrida, 2004; Riessman, 2008; Ryan & Runswick Cole,
2008). Interwoven narratives can produce collective understandings and connections which can
assist caregivers (Blum, 2015; Garro & Yarris, 2009; Malacrida, 2001). With increasing use of
digital and internet sources, concerns have been raised by patients and caregivers about privacy and
a lack of access to credible information (Petersen et al., 2019).

Caregivers’ experiences of shame in response to diagnosis has also been raised in relation to
mental health conditions and conduct disorders (Olsvold et al., 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).

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. Inwhat 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?
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4.4 Methods
4.4.1 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 multidisciplinary clinical team and,
where relevant, had been given their child’s diagnosis. All participants were provided with a
Multidisciplinary Diagnostic Report (hereafter ‘diagnostic report’) prepared by the
multidisciplinary clinical team. A researcher met with the participants to provide feedback and
translation of the diagnostic report (Hamilton, Reibel et al., 2020).

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 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.

4.4.2 Data Collection

Data were collected using ‘yarning’ (Bessarab & Ng’andu, 2010). Having a ‘yarn’ is
embedded in the language of Australian Aboriginal people and is an ‘Indigenous cultural form of
conversation’ (Bessarab & 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 & Ng’andu, 2010). The qualitative researcher was an

Aboriginal woman, making yarning culturally safe and aligned with the cultural values of
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Aboriginal people. It was also considered to be appropriate for non-Aboriginal participants in the
study (for more details on the yarning method, see Hamilton, Reibel et al., 2020; Hamilton, Maslen
et al., 2020). It is important to note that while two Aboriginal fathers participated in this research,
there were cultural 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 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.

4.4.3 Data Analysis

Data from all participants were analysed using thematic network analysis (Attride-Stirling,
2001), sensitised by an ontological approach that 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.
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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 that acknowledges participant realities are socially constructed and changeable,
and agreed within cultures, social setting and relationships (e.g., Denzin & 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 diagnostic process. This
allowed for a rich amount of data that 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.

4.5 Vignettes
4.5.1 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. |
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
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is doing by the time he finds his brother, so neither of them get home and then they both
end up getting into trouble. | 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.

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 | 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 ... | 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’.
4.5.2 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
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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 recog