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Abstract 

In recent years there has been a shift in expectations about the roles young people with 

intellectual disability can and should undertake post-school, however very few people with 

intellectual disability hold jobs in the community. The Australian Government recognises that 

more needs to be done to include Australians with disability in the economic and social life of 

the community, and the implementation of the National Disability Insurance Scheme (NDIS) is 

considered a key mechanism to drive change. 

This thesis utilises qualitative methods to examine the expectations of post-school 

economic participation held by nine young people with intellectual disability and ten family 

members in Victoria, Australia, along with their experiences transitioning from school and 

entering the adult service system. The data identifies expectations about creating an ‘ordinary 

life’ post-school – that is, one that includes community-based work. However, school-based 

transition practices continue to focus on transfer from school to disability services, a pathway 

that closes off opportunities for community-based employment in the long term. 

This thesis triangulates data from 13 key informants with the lived-experience data 

from young people and family members and analyses it utilising an ecological framework to 

make the barriers to young people’s economic participation visible. It identifies significant 

policy and attitudinal barriers, including widely held beliefs about this cohort’s need for and 

capacity to engage in community-based work. The study identifies how unclear transition 

timeframes result in poor planning and a failure to understand how economic participation 

unfolds throughout the transition to adulthood. Individualised funding adds further complexity 

to systems and fails to address key policy and attitudinal barriers to economic participation. In 

addition, the study identifies how the service provider market remains wedded to 

institutionalised practices and has failed to adopt evidence-informed practice that supports 
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economic participation outcomes for this cohort. Together these failures have reduced the 

opportunities available to individual young people.  

The thesis highlights ways to address these challenges and mitigate the barriers that 

lead to young people with intellectual disability experiencing marginalisation from the 

community-based labour market. It adds to the evidence on barriers to community-based 

employment, focusing particularly on young people with significant intellectual disability, a 

cohort who have received little research attention. In the context of shifting attitudes about 

economic participation for this cohort and the introduction of individualised funding, it 

identifies practical strategies to improve transitions to work for young people with intellectual 

disability. 

Keywords 

Young people with significant intellectual disability, transition from school, economic 

participation, ecosystem 
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Glossary 

Term Definition 

Australian Disability Enterprise (ADE)  The Australian title for a segregated 
disability employment provider  

Community-based work 

 

Work performed in the community alongside 
people without disability 

Customised employment 

 

A job or self-employment opportunity that 
fits an individual’s skills, interests, strengths, 
and support needs as well as the needs of 
businesses and the community 

Disability day program 

 

Activities organised or provided directly by 
community service organisations for people 
with a disability aged 16 years and over 

Disability Employment Network (DEN) Government-funded employment service 
system for people with disabilities operating 
in Australia between 1991 and 2010 

Disability Employment Services (DES) Government-funded employment service 
system for people with disabilities operating 
in Australia from 2010 to the present 

Disability Services Provider 

 

A business, organisation, or person providing 
funded disability support services 

Disability Support Pension (DSP) 

 

The Disability Support Pension provides 
income support for people who are unable 
to work due to a physical, intellectual, or 
psychiatric impairment. DSP is granted if a 
medical assessor determines that an 
individual is unable to work at least 15 hours 
per week for at least the next 2 years or if 
the person is deemed to have a manifest 
medical entitlement  

Discovery 

 

A process that assists job seekers in 
identifying employment that would be a 
good fit for both them and an employer 

Economic participation 

 

Activities undertaken that are primarily 
oriented towards paid employment, 
including work, study and training and 
volunteer work 
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Integrated Practical Placement Program 
(IPP) 

A Victoria-based demonstration project 
based on Project SEARCH principles 

Manifest medical entitlement to DSP Disability Support Pension (DSP) medical 
rules are one set of rules used to assess if a 
person is eligible for the DSP. Having an 
intellectual disability with an IQ of less than 
70 is a condition that meets the manifest 
medical rules for DSP, meaning that it is 
granted without the need for further 
assessment  

National Disability Insurance Agency (NDIA)  The statutory authority responsible for the 
implementation of the National Disability 
Insurance Scheme 

National Disability Insurance Scheme (NDIS) 

 

A scheme of the Australian Government that 
funds costs associated with disability 

Post-school provider 

 

A provider of services to young people who 
have completed their compulsory schooling 

Quasi-market A public-sector institutional structure that is 
designed to reap the supposed efficiency 
gains of free markets without losing the 
equity benefits of traditional systems of 
public administration and financing 

Registered Training Organisation (RTO)  A provider registered by the Australian Skills 
Quality Authority (or a state regulator) to 
deliver nationally recognised Vocational 
Education and Training (VET) and 
qualifications 

School Based Apprenticeship or Traineeship 
(SBAT) 

A program that offers students the option of 
combining their senior secondary education 
with part-time employment and skills 
training  

School Leaver Employment Support (SLES) NDIS funding to help participants move from 
school to work, which is available in the final 
years of school and directly after leaving 
school 

Social enterprise 

 

A business with social objectives that serve 
its primary purpose 
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Supported employment Refers to competitive employment in an 
integrated setting, with ongoing support 
services for individuals with the most severe 
disabilities 

Supported wage 

 

Special workplace arrangements that enable 
employers to pay wages to people with 
disability based on how productive they are 
in their jobs 

TAFE  Technical and Further Education colleges: 
government-owned providers of VET courses 

Ticket to Work (TTW) Ticket to Work is an Australian transition 
model for young people with disability 

Work experience 

 

Unpaid short-term placement that enables a 
person to gain experience of work in a 
mainstream employment setting 

Work Integrated Learning (WIL) 

 

An arrangement in which students 
undertake learning at a workplace outside of 
their school or higher education provider 

 

  



15 
 

Chapter 1: Introduction 

This thesis explores the experiences of young people with intellectual disability as they 

transition away from school in order to understand the barriers to and enablers of their 

economic participation. The economic participation of young people with intellectual disability 

is of interest because this cohort continues to be underrepresented in economic participation 

activities post-school, putting them at increased risk of social exclusion and poverty (Kavanagh 

et al., 2013; Lysaght et al., 2017). In 2013 the National Disability Insurance Scheme (NDIS) was 

introduced to provide Australians with disability with individualised funding to purchase the 

supports they need to reach their potential. Despite this – and increased expectations both 

internationally and in Australia about the capacity of young people with intellectual disabilities 

to work in the mainstream labour market – their rates of labour market participation remain 

low (Australian Institute of Health and Welfare [AIHW], 2020). By drawing on the perspectives 

of young people, family members and key informants, this study seeks to understand how and 

why these young people continue to be excluded from economic participation activities post-

school. This thesis will also develop a rich understanding of how inclusion in economic 

participation activities can become the norm for them in late secondary school, the years post-

school and throughout their adult lives. 

1.1 Who is this study about? 

This thesis focuses on young people who have been diagnosed as having an intellectual 

disability at birth or in early childhood, and specifically those considered to have a moderate to 

severe intellectual disability who have been educated in special schools (National Disability 

Insurance Agency [NDIA], 2019b). People with moderate to severe intellectual disability 

typically require daily assistance with a range of everyday activities (Schalock et al., 2021; 

World Health Organisation [WHO], 2011), and young people in this cohort are at increased risk 
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of being relegated to sheltered workshops or non-work programs, where they have fewer 

opportunities to develop normative valued roles, post-school (AIHW, 2015; Bell, 2019; Davies 

& Beamish, 2009; Shogren et al., 2019). This cohort has poorer outcomes on a range of 

measures related to health and wellbeing (AIHW, 2008, 2017b; Australian Social Inclusion 

Board, 2010; Kavanagh et al., 2013; Stokes et al., 2013), and its labour force rates remain 

persistently low (AIHW, 2020). 

Intellectual disability is the contemporary label used to describe people who 

experience ‘significant limitations both in intellectual functioning and in adaptive behavior as 

expressed in conceptual, social, and practical adaptive skills’ (Tassé et al., 2016, p. 381). 

Likewise, The World Health Organisation (WHO) defines intellectual disability as 

a significantly reduced ability to understand new or complex information and to learn 

and apply new skills (impaired intelligence), with a reduced ability to cope 

independently (impaired social functioning) which started before adulthood and has a 

lasting effect on development. (2018, para. 1) 

This contemporary biopsychosocial model of disability recognises that disability is the result of 

intersections between an impairment in body function and structure, such as a cognitive 

impairment, and a limitation in activities or restriction in participation, such as in work (AIHW, 

2008; WHO, 2011). These understandings of intellectual disability sit within contemporary 

notions of disability defined by human rights conventions, including The United Nations 

Convention on the Rights of Persons with Disabilities (UNCRPD). The UNCRPD adheres to the 

social model of disability, understanding that ‘disability results from interaction between 

impairments and attitudinal and environmental barriers that hinders full and effective 

participation in society on an equal basis with others’ (United Nations, 2006). In other words, a 

lack of accessible facilities, poor access to education and information, and discrimination 

impact upon opportunities for people with disabilities to reach their potential and become 
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fully valued citizens. The UNCRPD definition recognises that rather than focusing on how 

impaired individuals can fit into society, society must become more able to accommodate a 

wide range of people who experience the human condition differently. 

In Australia, approximately 2.9% of the population, or 668,100 people, has an 

intellectual disability (Australian Bureau of Statistics [ABS], 2012), with approximately 88,000, 

or 12.8%, of these aged 15-24 (ABS, 2016). It is estimated that approximately 85% of people 

with intellectual disability worldwide have a mild disability and 13.5% a moderate or severe 

intellectual disability (American Psychiatric Association [APA], 2013). The Australian Bureau of 

Statistics (ABS) defines severe limitation as a person having difficulty or sometimes requiring 

help with a ‘core activity’ – self-care, mobility or communication – of daily living (ABS, 2019). 

Unlike people in other major disability groups, where severe limitations are more likely to be 

related to self-care and mobility, almost 60% of people with intellectual disability have severe 

communication limitations. In addition, people with intellectual disability are more likely to 

have severe limitations in all three core activities (AIHW, 2008). 

In a functional sense, intellectual disability causes unique challenges, and people with 

intellectual disability experience difficulty with a range of cognitive tasks including learning and 

applying knowledge (Foley et al., 2012), decision-making, and adjusting to changes in 

circumstances and unfamiliar environments (AIHW, 2008). In addition, they may experience 

difficulty following instructions, solving day-to-day problems, understanding others, expressing 

themselves, and having a concept or firm understanding of time and time management 

(Crawford, 2011; Tassé et al., 2016). Deficits in adaptive behaviour such as travelling to and 

from work and having the necessary independent living skills for the workplace can also impact 

on their ability to work in the mainstream labour market (AIHW, 2008). For example, lack of 

travel training or additional support to obtain a driver’s licence can impact on an individual’s 
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capacity to get to a worksite. Significant support is therefore required during times of change, 

and there is a need to carefully plan how the environments people with intellectual disability 

operate in are structured, how tasks are taught, and which strategies best enable this cohort 

to communicate with a wide range of others (AIHW, 2008; Schalock et al., 2021). 

People with intellectual disability are not homogenous; impairments impact each 

individual differently (Schalock et al., 2021). In contemporary society, the environment – 

particularly the family environment – also impacts functioning, resulting in people with 

intellectual disability having different strengths, support needs, available supports and 

interests (Wong et al., 2021). It is therefore incorrect to assume that all people labelled 

‘intellectually disabled’ are similar and treat them as such. 

1.2 Statement of the problem: Exclusion from economic participation 

Young people with intellectual disability are among the most marginalised in Australian society 

(Bigby & Fyffe, 2010; Commonwealth of Australia, 2009; Gooding et al., 2017). By any 

measure, they fare poorly compared to their non-disabled peers, and are less likely to achieve 

important markers of adulthood such as working in community-based jobs and having their 

own homes (Wood et al., 2018). Therefore, special attention needs to be paid to their 

economic participation. 

Internationally it is widely acknowledged that transition from secondary school is a 

particularly challenging time for young people with intellectual disability (Bouck, 2014; Jacobs 

et al., 2018). Despite extensive research and the introduction of legislative and human rights 

instruments, they continue to lag behind their peers in terms of post-school outcomes, with 

data consistently indicating high unemployment rates post-school (Kohler et al., 2017; 

Richardson et al., 2017; Shogren & Wehmeyer, 2020; Siperstein et al., 2013) and fewer 

students transitioning from school to post-school education (AIHW, 2008; Baer et al., 2011; 
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Bouck, 2012; Davies & Beamish, 2009; Grigal et al., 2011; Newman et al., 2009; Stanwick et al., 

2017). Australian data indicates that young people with intellectual disability experience 

unemployment rates more than four times those of their non-disabled peers (ABS, 2012; 

Cheng et al., 2018). 

In Australia, many young people with intellectual disability continue to be educated in 

segregated settings and are considered a cohort at risk of transitioning to non-vocational or 

segregated settings (Blacher, 2001; Cox, 2017; Davies & Beamish, 2009; Meadows, 2009; NDIA, 

2019b, 2020; Winn & Hay, 2009). For example, over half of the young people with intellectual 

disability involved in a Queensland study (Davies & Beamish, 2009) transitioned from high 

school to disability day programs focused on recreation activities and life skills development 

rather than economic participation. This results in their exclusion from the labour market 

throughout their lifetime (Arvidsson et al., 2016; Australian Government, 2006; Cocks & 

Harvey, 2008; Dempsey & Ford, 2009; Organization for Economic Co-operation and 

Development [OECD], 2010). Research from the United States also suggests that young people 

with intellectual disability are more likely to stay in special schools until they age out, and less 

likely to complete high school with a recognised diploma (Papay & Bambara, 2014). 

Historically, undertaking some or all of their compulsory education in special schools has led to 

these young people having less access to early economic participation-focused activities such 

as career education and technical skills training (Baer et al., 2011), and work experience. This 

acts to reduce expectations about later work (Carter et al., 2011a) and increases the likelihood 

that the young people will never participate in the mainstream labour market (Baer et al., 

2011). In the United States, Wagner et al. (2005) reported that students with intellectual 

disability had lower expectations about post-school outcomes than other students and were 

more often planning to transition to sheltered employment rather than competitive 

employment. In addition, students with intellectual disability thought they were unlikely to 
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enrol in or graduate from post-secondary education (Baer et al., 2011). Consequently, by their 

mid-20s very few have a community-based job: that is, a job alongside non-disabled 

community members (Health and Social Care Alliance Scotland & Scottish Government 

Directorate for Children and Families, 2017; NDIA, 2019b, 2020). 

People with intellectual disability are particularly impacted by being excluded from the 

labour market, because this closes off a pathway to inclusion in broader community life 

(Kavanagh et al., 2013; Saunders et al., 2007). In Australia, it remains optional for the 

significant proportion who are in receipt of the Disability Support Pension (DSP) to engage in 

economic participation activities post-school, and there continues to be little awareness of the 

important role economic participation can play in the lives of young people with intellectual 

disability in the broader community. 

Increasing the economic participation of people with disability benefits both them and 

the broader community (Australian Human Rights Commission [AHRC], 2016; Murfitt et al., 

2018; Sundar et al., 2018). Despite these benefits, Australia’s obligations under the UNCRPD, 

and the introduction of individualised funding via the NDIS, employment rates have remained 

stagnant (Cheng et al., 2018; NDIA, 2020). Australian governments recognise both that more 

needs to be done to include young people with disability in economic participation activities 

and work post-school, and that existing policy settings have not brought about significant 

change (AHRC, 2016; NDIA, 2019a). Recent government strategies, statements and inquiries, 

such as the NDIA’s Participant Employment Strategy (NDIA, 2019a), the Royal Commission into 

Violence, Abuse, Neglect and Exploitation of People with Disability, Australia’s Disability 

Strategy (Australian Government Department of Social Services [DSS], 2021a) and the National 

Disability Employment Strategy (DSS, 2021b) provide significant evidence and personal stories 

about how low economic participation results in a raft of negative outcomes for young people 
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with intellectual disability, including social exclusion and poverty. Individualistic disability 

policy settings and supply side-focused labour market policies have failed to address 

entrenched structures and deeply held negative beliefs about people with intellectual 

disability’s capacity. These conditions have resulted in economic participation-focused 

institutions and structures failing to support people with intellectual disability to achieve their 

economic participation goals (DSS, 2021d; Barnes, 2000). It is therefore important to examine 

the barriers to economic participation experienced by young people with intellectual disability, 

including where they exist in the broader systems individuals intersect with and how they can 

be addressed to improve economic participation opportunities for these young people across 

their lifespan. 

1.3 Transition 

This study is focused on the period termed ‘transition’, which is widely understood ‘to describe 

the task of moving from the protected life of a child to the autonomous and independent life 

of an adult’ (Foley, 2014, p. 20). It is recognised as a particularly risky time for young people 

because of the impact decisions made about post-school options can have on later economic 

participation (Schoon & Heckhausen, 2019). 

In the literature and in practice, the term transition is used interchangeably to mean 

‘transition from school’, ‘transition to adulthood’ and ‘transition to work’. In addition, young 

people are often described as being of ‘transition age’ (Kohler et al., 2016). Kohler (1996) 

refers to ‘transition focused education’, a period that encompasses the final years of schooling, 

while Children and Young People with Disability Australia [CYDA] (2015, p. 6) uses ‘post-school 

transition’, which refers to ‘a time period and/or a process where a young person is able to 

access information and make choices about their future after leaving school’. Foley et al. 

(2012), on the other hand, draw attention to the longer period of transition to adulthood. 
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Schoon and Heckhausen (2019, p. 135) focus on the outcomes of transition rather than a 

period of time, defining the transition period as spanning ‘the phase between completion of 

full-time education or training, the entry into continuous full-time employment, and 

establishing oneself in a career’. 

Both in the disability and special education literature and in practice, the term 

‘transition’ is often used narrowly to describe the period in which a young person completes 

their compulsory schooling and moves to the adult service system. Historically, for young 

people with intellectual disability this was a relatively straightforward process in which young 

people who aged out of school, particularly those with moderate to severe intellectual 

disability, typically transitioned from school to a post-school disability setting (Papay & 

Bambara, 2014). This system, described as ‘operational’ or ‘practical’ transition (Kaehne, 2013; 

McMahon et al., 2020), comprised schools and disability service providers, and the role of 

school-based transition coordinators was practical and short-term in nature. Transition success 

was understood to be a smooth transition to an appropriate adult service with the young 

person settled or happy in their post-school placement (Dyke et al., 2013; McMahon et al., 

2020), instead of the post-school education, employment and independent living that are 

considered normative markers of post-school success (Luecking & Luecking, 2013). 

Finishing school, coinciding as it does with turning 18, the age at which adulthood 

legally commences, signals that the period of childhood has ended and a new life phase full of 

opportunity and hope is commencing (Schoon & Heckhausen, 2019). Finishing school is a 

significant transition for young people, a ‘key developmental task in the lives of adolescents’ 

(Schoon & Heckhausen, 2019, p. 135) and an important phase in the life course because of the 

critical role it plays in later ‘adult social status attainment and developmental prospects 

throughout adulthood’ (Schoon & Heckhausen, 2019, p. 135). It is the period in which most 
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young people leave school behind to focus on building their capacity for employment, begin to 

undertake adult roles and responsibilities, and assert their independence (Arnett, 2000). 

Young people make important decisions in the transition period, for example about whether 

they will undertake further study and what type of career they will pursue, and these can have 

important long-term implications across the young person’s lifespan (Schoon & Heckhausen, 

2019). 

Normative thinking about transition from school began to shift during the 1980s, 

driven by the increasing complexity of the labour market and numbers of young people 

engaging in post-school education, and changes in economic and social conditions that 

resulted in young people reaching the common markers of adulthood far later than their 

parents (Arnett, 2000). Levinson (1986) referred to this period as ‘early adulthood’; Arnett 

(2000) reconceptualised it as ‘emerging adulthood’, a period spanning the end of adolescence 

and the beginning of full adulthood. Emerging adulthood, which can last up to 10 years, is 

conceptualised as a time for young people to develop their skills and identity and to 

understand their place in the world (Arnett, 2000). Despite recognition of the importance of 

this period, transition supports for people with intellectual disability are not currently framed 

within an emerging adulthood understanding, and therefore opportunities to plan for the 

longer adulthood period are missed.  

In this context, the late secondary school years and the period after leaving school can 

be seen to be a critical time in the development of important life skills, work skills and identity 

that prepares young people for later adult life, including long-term employment (Arnett, 2000; 

Stokes, 2012). Education, training and exposure to work lead to the development of an 

employment skillset along with recognised qualifications that increase later employment 

opportunities. It is therefore imperative that young people with intellectual disability are not 
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excluded at this important time. Like all young people, they require access to education, 

training and work opportunities to improve their later employment outcomes (Carter et al., 

2017; Molfenter et al., 2017), as well as access to opportunities to explore who they are and 

can be (Midjo & Aune, 2018; Stokes et al., 2013). Yet they are often denied those 

opportunities, instead spending their early adulthood in segregated disability settings, which 

create additional disadvantage during the period when their peers and contemporaries are 

building capacity and learning new skills and ultimately reduces their later economic 

participation (Cocks & Harvey, 2008). The segregated nature of these programs acts to limit 

their opportunities for inclusion and exploration of vocational and further education 

opportunities. In addition, segregated programs fail to recognise the importance of the post-

school period for the development of identity, exploration of possibilities and acquisition of 

important capacities that support the achievement of valued adult roles (Cocks & Harvey, 

2008). 

1.4 Economic participation 

In this study, the term ‘economic participation’ is used broadly to describe activities that are 

primarily oriented towards paid employment, and includes work, study and training, and 

volunteer work (Saunders et al., 2003). While in Australia there is a strong policy focus on 

economic participation for people with disability, the term is not well understood among 

stakeholders, who thus have many different interpretations of it. According to Saunders et al. 

(2003), economic participation is primarily related to employment and includes ‘all activities 

that either represent increased paid work or raise the probability of achieving an outcome that 

involves a degree of paid work’ (p. 5). In contrast, the Victorian Department of Health and 

Human Services (2018) includes paid employment, study or training, business ownership and 

innovation in its economic participation plan for people with disabilities, Every Opportunity. 

Likewise, the NDIS considers economic participation to include ‘work or study’ (NDIA, 2019a), 
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and the scheme can fund a range of activities related to these, such as support to transition 

from school to further study, training or work and help to build basic work skills. However, in 

describing the concept of ‘economic exclusion’, Saunders et al. (2007) expanded the notion to 

focus on ‘restricted access to economic resources and low economic capacity’ (p. 9), and in this 

context, the idea of economic participation, while primarily linked to employment, has the 

potential for wider conceptualisation. 

Economic participation is widely regarded as the cornerstone of an ordinary life, as it 

provides access to valued roles and financial resources and helps shape identity (Independent 

Advisory Council of the NDIS, 2015; Weld-Blundell et al., 2021; Xu & Stancliffe, 2019). 

Undertaking economic participation activities is normalised in Western culture, and is 

important for individuals both in terms of their identity and because it provides purpose and 

meaning in life. In the 1990s, disability employment programs therefore operated under the 

assumption that ‘the employment of people with disabilities in open labour market jobs 

promotes their integration into the mainstream community’ (Anderson & Wisener, 1996, p. 5). 

Neoliberal discourse, apparent in nations such as Australia and the United Kingdom, 

emphasise independent labour market participation as the ‘essence of adult citizenship’ 

(Parker et al., as cited in Van Aswegen, 2020, p. 435), and there is an expectation that people 

will lead productive lives (Shogren & Wehmeyer, 2020). Economic participation in Western 

neoliberal democracies is centred around paid work, and having a job is regarded as ‘a central 

pillar of personal identity in American society’ (Wehman et al., 2018, p. 3). Inclusion in 

economic participation activities is therefore important to and for people with disabilities for a 

range of reasons. Labour market participation continues to be the primary determinant of life 

chances (Anderson, 1990, as cited in Kavanagh et al., 2013), and Dempsey and Ford (2009) 

assert that ‘participation in the labour force is the surest road out of social marginalization and 
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economic disadvantage’ (p. 234). An extensive literature demonstrates the relationship 

between unemployment and poor health (Emerson et al., 2018; Kavanagh et al., 2013). For 

people with intellectual disabilities already experiencing impairments and associated health 

issues, being employed in a good quality job may moderate these, particularly in relation to 

mental health (Dean, Shogren, Hagiwara et al., 2018; Emerson et al., 2018). There is also 

increasing evidence that young people with intellectual disability prefer community-based 

employment over sheltered employment or segregated day centres (Wehman et al., 2018), as 

it enables them to participate in the community, learn new skills and contribute to society, and 

provides structure, routine and rhythm in their days (Ineland et al., 2015), as well as meaning 

(Holwerda et al., 2013; Honey et al., 2014; WHO, 2011). Studying and having a job also provide 

valued social roles (Lysaght et al., 2017; Voermans et al., 2021) and enables the development 

of social networks, friendships and relationships in the community (Blick et al., 2016), which 

are protective factors for young people with intellectual disability (Lysaght et al., 2017). Finally, 

economic participation supports people to grow and develop, builds confidence and is a 

platform for the development of an ordinary life (Clifford Simplican et al., 2014). For people at 

high risk of marginalisation, participation in the labour force is especially important because 

whereas carrying the low-status label ‘unemployed’ adds to marginalisation (Lysaght et al., 

2017), work provides the means to live as a citizen. People with intellectual disability who have 

jobs in the community also have significantly higher levels of quality of life (Kraemer et al., 

2003), and generally experience higher rates of job satisfaction than those in sheltered 

employment settings (Akkerman et al., 2016; Kocman & Weber, 2018; Voermans et al., 2021). 

Finally, like all Western economies, Australia has an ageing population, is experiencing 

labour shortages and has high welfare expenditure. There are currently over 780,000 

Australians in receipt of the DSP (AIHW, 2017a), many of whom have capacity to work under 

the right conditions. Price Waterhouse Coopers (2011) estimates that Australia’s Gross 
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Domestic Product would be boosted by up to $50 billion if a further 320,000 Australians with 

disability were supported to participate in the economy. In addition, based on NSW data, there 

are potential savings of $54.2 million available on NDIS packages with a stronger focus on open 

employment for people with intellectual disability (Pearce, 2017). 

1.4.1 Economic participation data 

As outlined above, economic participation rates for people with intellectual disability are 

consistently lower across the Western world (AHRC, 2016; Bell, 2019; Crawford, 2011; 

Dempsey & Ford, 2009). The impact on young people with intellectual disability in Australia is 

spelled out in the NDIA’s own reports. Nearly 80,000 (23%) NDIS participants have a primary 

intellectual disability (NDIA, 2019b), of whom 36.7% are aged 15-24 and 12.3% are under 14. 

Only 18% of those aged 15-24 are in paid work, and only 15% of these are in full award-wage 

employment in the mainstream labour market; the remainder are in segregated Australian 

Disability Enterprises (ADEs) (NDIA, 2019b). The NDIA’s own data demonstrates that 

participants with intellectual disability aged 25 and over are more likely to be in ‘paid jobs’ 

than other disability cohorts; however, that includes working in ADEs. While 39% of young 

people with disability overall transition to community-based employment post-school, the rate 

drops to 15% for people with intellectual disability aged 25 and over (NDIA, 2019b). Further, 

while ADE employment has slightly decreased for participants with intellectual disability aged 

15-24, it has increased by 8% for participants aged 25 and over (NDIA, 2019b), indicating that 

as young people with intellectual disability move into their mid-20s, options for community-

based work decrease and they move to work in ADEs instead. 

Contemporary Australian disability policy settings such as the NDIS are based on 

biopsychosocial (WHO, 2011) and human rights (United Nations, 2006) models of disability. 

The ‘root causes of disability’ are therefore considered to be the physical, psychological and 
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social environments (Ton et al., 2021), and ‘exclusion or restriction of work participation is ... 

the result of multiple interacting and interdependent factors, all of which require intervention 

for employment to be achieved’ (Productivity Commission, 2021a, p. 15). Labour market 

factors, including at the level of the employer, business, industry or workplace, therefore 

require intervention. This view of work capacity views it as changeable across different 

contexts, with different supports and in the presence or absence of barriers, rather than static. 

Human rights models, underpinned by the UNCRPD, emphasise the interaction 

between impairment, personal factors and environment on the capacity of people with 

disability (K. Moore et al., 2018; Schalock et al., 2018; Wong et al., 2021), while also 

emphasising that people with disabilities are entitled to the adaptations and supports they 

need to live their lives in the community (Buntinx & Schalock, 2010; Schalock et al., 2021; 

Wehmeyer & Craig, 2013) and that the onus is on ‘duty bearers’ such as governments and 

services to enact change. In relation to employment, the UNCRPD states that people with 

disability, regardless of type and severity, have the right to reasonable accommodations in the 

workplace, as well as supports to find and maintain employment, and that types and scale of 

supports, along with environmental adaptations and broader interventions, should differ 

based on their individual needs. In the case of young people with intellectual disability, their 

heterogeneity means there is a need to focus on their youth, their strengths and the individual 

adaptations and supports they need to harness their potential and build capacity for work. This 

shifts the focus to identifying and unlocking different types of potential work opportunities 

with different supports across a lifespan of changing needs, and to the capacity of education 

and training providers and employers to support people with diverse characteristics including 

disability, illness and injury. These policy settings have increased expectations that young 

people with intellectual disability have the right to work and that redesigning society by 
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changing attitudes about disability and the physical environment will afford them 

opportunities to do so. 

1.4.2 Why are economic participation rates so low for young people with intellectual 
disabilities? 

The causes of low economic participation rates for young people with intellectual disabilities 

are complex and multi-faceted (Clifford Simplican et al., 2014). They include low expectations 

about people with disabilities, discrimination and stigma, the shift to a knowledge-based 

labour market, the neoliberal underpinnings of the labour market and human services policy 

settings, and the barriers individuals face due to low levels of education, skills, literacy and 

numeracy (Dempsey & Ford, 2009; Dowse, 2009; Hart, 2006; Quinlan et al., 2001; Woden, 

2017). Severity, type and duration of disability are also barriers to paid employment (Lindsay, 

2011; K. Moore et al., 2018); given the lifelong nature of intellectual disability and the severity 

of its impact on individuals, people with intellectual disability are disproportionally impacted. 

As discussed above, in Western countries work – and therefore capacity to work – is 

constructed through a neoliberal lens (Beer et al., 2016). In neoliberal economies a person’s 

inclusion in society is ‘framed in terms of productivity and contribution rather than self-

fulfilment or quality of life’ (Dowse, 2009, p. 573). Neoliberal attitudes ‘place responsibility for 

human flourishing in the bodies and minds of individual citizens rather than in the state’ 

(Goodley, 2018, p. 18). Because globalisation and neoliberal policies privilege narrowly defined 

concepts of competency, capacity and individual independence people with intellectual 

disability are disproportionally impacted by them (Dowse, 2009; Soldatic, 2019). 

There is an extensive literature base that details the stigma and discrimination people 

with disability face in the labour market (AHRC, 2016). Widely held negative views about 

people with intellectual disability result in judgements about their capacity to work in the 

mainstream labour market (AHRC, 2016; Brown, 2012; National People with Disability and 
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Carer Council, 2009) which impact the real opportunities available to them. Furthermore, the 

neoliberalist underpinnings of the labour market in Western economies focus on narrow views 

of productivity which disadvantage those who cannot compete equally with more productive 

workers (Dowse, 2009). This view of productivity as individualised and competitive shapes 

perceptions that young people with intellectual disability have a low capacity to contribute, 

especially in an increasingly complex labour market environment, and ultimately results in less 

suitable work being available for people with cognitive impairment (Dowse, 2009; Foley et al., 

2014; K. Moore et al., 2018).  

Negative employer attitudes about capacity to work are often related to concerns 

about individual workers and their disabilities, such as their job and workplace capability (Ju et 

al., 2013; Kocman et al., 2018; Zappella, 2015), their work performance in terms of efficiency 

and accuracy, and their ability to learn a job (Baker et al, 2018). In addition, people with 

disability are perceived as lacking employability skills such as interpersonal and communication 

skills, and are regarded as being less reliable, having fewer problem-solving skills and having 

fewer professional skills to contribute overall (Riesen et al., 2014). Furthermore, despite 

findings that employees with intellectual disability require less support than expected and 

perform their role at a better standard than expected (Baer et al., 2021), employers hold more 

negative views of people with intellectual disability than people with other types of disability, 

for example, physical disability (Kocman et al., 2018; K. Moore et al., 2018). Finally, employing 

organisations and businesses face barriers to understanding the supports available to them in 

relation to employing a person with intellectual disability, such as the government-funded 

services available to assist Australian employers in employing a person with a disability 

(Business Council of Australia, 2015). 
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Individual ‘capacity’ and ‘disability’ are assessed in various contexts, including the 

context of ‘work readiness’ – a poorly defined concept, particularly for young people with 

intellectual disability who learn in-situ (Schalock et al., 2021; Spicker, 2003). Noel et al. (2017) 

have identified that employment barriers for people with developmental disability are 

frequently environmental, and include lack of work experience and transport and program 

engagement issues, rather than just the cognitive problems and social skills associated with 

intellectual disability. However, the shift to biopsychosocial and human rights models of 

disability has not led to the use of contextually based assessment tools focused on these 

environmental dimensions (Cronin et al., 2013; Dyson et al., 2016). A biomedical focus on 

measuring capacity to work continues to predominate, resulting in an understanding of 

cognitive impairment as the sole cause of work-related incapacity (Schalock et al., 2021). In the 

Australian context, for example, Intelligence Quotient (IQ) is a primary measure used to 

determine work capacity during the income support (DSP) assessment process, which is 

undertaken at age 16, well before a young person has had the opportunity to engage in work 

preparation activities. The DSP assessment process constructs young people with an IQ below 

70 as incapable of work throughout their lifetime. It does not undertake any broader range of 

vocational, workplace, job capacity or career pathway assessments, and does not require 

consideration of how environmental and social factors will impact on the individual’s work 

capacity over their lifetime. This process further impacts expectations about both young 

people’s capacity to work and their need to work, and when it is overlaid with paternalistic 

service delivery models that promote safety and security above other factors such as 

independence and decision-making, work is deemed risky (Wehmeyer & Craig, 2013). 

Broad legislative and policy frameworks such as labour market policy have the 

potential to impact on the economic participation of people with intellectual disability 

(Holland et al., 2011). Trends towards labour market flexibility, privatisation, 
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deindustrialisation and the decline of formal workplace structures such as unions have left 

vulnerable and marginalised people, including those with disability, on the fringes of the 

labour market, where they are more likely to experience unemployment, underemployment or 

precarious employment than their non-disabled peers. In addition, the shift to centralised 

recruitment processes has reduced their ability to negotiate opportunities at the local level 

within large national businesses (K. Moore et al., 2018). The changing nature of work has also 

impacted heavily on people with intellectual disability in terms of the employment 

opportunities available to them (Kocman et al., 2018): reduced availability of manual work, 

increased emphasis on flexible working arrangements, the gig economy, increases in required 

skill levels and increases in automation have all reduced their opportunities in many parts of 

the labour market (Jarhag et al., 2009; K. Moore et al., 2018; OECD, 2010) as have the 

outsourcing of low skilled jobs (Kocman et al., 2018) and reduction in available entry-level jobs. 

Labour market changes such as the growth in jobs that require university qualifications 

(Noonan, 2016) and the increase in jobs in the services sector (Productivity Commission, 

2021b) have also reduced opportunities for people with intellectual disability. Finally, 

structural labour market reforms and the rise of the ‘new economies’ such as micro-businesses 

and the gig economy have led to increasingly precarious working arrangements that lack the 

certainty and predictability (Furlong, 2017) that people with intellectual disability require. 

Government policy settings, including the decision to locate education, training and 

employment services and supports for people with disability predominately outside the NDIS, 

impact on the availability of appropriate services. NDIA data indicates that only 17% of 

participants with intellectual disability reported that their involvement with NDIS had helped 

them find a job that was right for them (NDIA, 2020). 
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The complexity of Australia’s industrial relations systems also disincentivises 

businesses and organisations from taking risks such as hiring a person with a disability. Small- 

to medium-sized businesses lack the human resources infrastructure needed to accommodate 

the complex processes involved in employing a person with a disability (Murfitt et al., 2018). In 

addition, closed job markets, in which employers hire people known to them, create barriers 

for people who have low social capital, such as people with intellectual disability (Australian 

Council of Social Services [ACOSS], 2018). 

In combination, the factors outlined above impact on the availability of opportunities 

for young people with intellectual disability to develop necessary skills, particularly at critical 

points in the lifespan (Hart, 2006). In addition, these young people commonly spend their 

teenage years in segregated education settings, have smaller social networks and are less 

likely to be involved in community-based activities (AIHW, 2008). Their Year 12 completion 

rates are lower (ABS, 2008) and they are less likely to have part-time jobs while at school and 

undertake work experience (Carter et al., 2011) or other school-based, structured work 

readiness programs. While a transitional period without employment or study is fairly 

common for young people, a prolonged period without either is a predictor of long-term poor 

employment outcomes, and unemployment (Stanwick et al., 2017). Therefore, the streaming 

of young people with intellectual disability into non-vocational programs and segregated 

programs that do not constitute work ‘as it is ordinarily conceptualised and valued in society’ 

(Engeset et al., 2015, p. 193) increases their reliance on government pensions or benefits, 

rather than paid employment, as their main source of income early in life (AIHW, 2008). 

1.5 Study purpose 

This study aims to examine and extend good practice which supports young people with 

intellectual disability to transition from school to economic participation activities, and 
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ultimately to community-based employment. It examines the barriers these young people 

experience and the opportunities to build capacity for economic inclusion that are available to 

them in late secondary school and early adulthood. It draws on the insights of young people 

with intellectual disability and their family members and the expertise of key informants – 

individuals who have experience in the design or delivery of economic participation-focused 

services and supports to young people with intellectual disability – to examine how the 

theoretical underpinnings that support good practice intersect with the policy and practice 

environment in which they operate. 

1.5.1 Research questions 

RQ1: How do young people with intellectual disability and their families describe their 

transition experiences? How do these experiences influence their decision-making 

related to pursuing economic participation-related activities? 

RQ2: What are the barriers to economic participation for young people with an 

intellectual disability as they leave school, and how can these be addressed? 

RQ3: What are the resources and supports young people with intellectual disability 

and their families value in relation to economic participation as they transition from 

adolescence to adulthood? How should these resources and supports be provided, by 

whom and when? 

1.6 Thesis overview 

Chapter 1 outlines the topic of the thesis and provides background to the problem as it relates 

to young people with intellectual disability. 

Chapter 2 details the policy and practice contexts within the Australian environment, 

focusing particularly on the construction of intellectual disability in contemporary Australia 
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and the way policy settings and practices are influenced by negative perceptions about the 

capacity of people who carry the label. In addition, it explores the influence of broad macro-

level settings on the provision of economic participation services in the Australian context, and 

describes Australia’s disability, transition and economic participation policy and practice 

frameworks. 

Chapter 3 reviews the literature related to the transition from school experiences of 

young people with intellectual disability and their family members, and of the evidence about 

‘best practice’ in supporting young people with intellectual disability’s transition from school 

to post-school economic participation. 

Chapter 4 sets out the theoretical frameworks within which the study was undertaken, 

including social constructivism and critical disability theory, ecological models and emerging 

adulthood. 

Chapter 5 outlines the method and methodology utilised in the study and provides 

information about the research participants, including recruitment methods. It also details the 

data analysis procedures used. 

Chapter 6 is the first of three data presentation chapters. It presents data, beginning 

with the views of young people with intellectual disability and their family members about 

their experience of transition from school. These are deliberately presented first to privilege 

their lived reality of transition. 

Chapter 7 presents the data related to barriers to economic participation experienced 

by young people with intellectual disability, utilising Clifford Simplican et al.’s (2014) ecological 

model of social inclusion and participation as a framework. Data derived from young people 

with intellectual disability, their family members and key informants are presented. 
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Chapter 8 presents data on the resources and supports valuable to young people with 

intellectual disability and family members during the transition period, and on strategies to 

address the barriers identified in Chapter 7. It uses Clifford Simplican et al.’s (2014) ecological 

model of social inclusion and participation to organise the data, which is derived from young 

people with intellectual disability, family members and key informants. 

Chapter 9 discusses the study’s key findings in light of existing literature and theory. It 

draws from social constructivism, ecological theory and emerging adulthood to propose a 

multi-level shift in the conceptualisation of young people with intellectual disability, their 

economic participation and the role their families play in supporting this. The chapter 

concludes by outlining the need for multi-level, multi-factor responses to the barriers that 

exist for young people with intellectual disability in relation to economic participation. 

Chapter 10 summarises the study’s key findings and identifies its contribution to the 

field. It also notes the study’s limitations and presents recommendations for future research. 

1.7 Terminology 

This thesis uses multiple terms that have various meanings in the Australian and international 

contexts. Key terminology is defined as follows. 

Young people is used where possible to describe young people with intellectual 

disability. This is to position them as young people first. 

Family member is used to describe the primary person who makes decisions with or 

on behalf of a young person. All family members in this study were parents. 

Special School is used to identify a segregated school for students with disability. 

Transition from school is used to describe the period in which young people prepare 

to finish school and the period immediately after doing so.  
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Transition to adulthood is used to describe the period between adolescence and 

adulthood, generally understood to be ages 18-25. 

Economic participation is used to describe the activities young people undertake, 

including those which prepare them for work. This is used in preference to ‘work’ because 

‘work’ has a narrower meaning. The expected outcome of economic participation activities is 

generally understood to be paid employment in the labour market. 

Various terms are used to describe employment in policy and in practice. Terms such 

as ‘open employment’, ‘competitive employment’, ‘supported employment’, ‘community-

based employment’ and ‘integrated employment’ are used interchangeably in the literature 

and in practice, while ‘open employment’ is used in Australia to describe employment open to 

all members of the community in which people with intellectual disability and without work 

together in the same workplaces (Everyone can work, n.d.). This thesis uses the term 

community-based employment to describe employment that is undertaken in a community-

based setting rather than a segregated one. 

In Australia the term ‘supported employment’ refers to employment within a business 

that primarily employs people with disability and supports them in their jobs (JobAccess, n.d.). 

These segregated settings are known as ADEs. It should also be noted that ‘supports in 

employment’ is a term used by the NDIS to denote an individualised funding category whereby 

funding to purchase a range of ‘supports’ to utilise in an employment setting is provided.  In 

the United States, however, the term ‘supported employment’ refers to competitive 

employment in an integrated setting, with ongoing support services for individuals with the 

most severe disabilities, including those for whom competitive employment has not 

traditionally occurred (Wehman & Targett, 2013). 



38 
 

This thesis uses the term in line with the US definition. That is, community-based employment 

with appropriate support.   

1.8 Author’s position 

I became interested in the inclusion of people with intellectual disability after spending time 

with a young woman my age with Down syndrome during my adolescence. That experience 

led me to work in one of Victoria’s last remaining residential institutions. This was an eye-

opening experience for a young adult but one that ultimately started me on a journey to 

advocating for better opportunities for people with intellectual disability in our society. 

Following completion of a Disability Studies degree in 1991, I became interested in the 

transition from school to employment for people with intellectual disability. I was lucky 

enough to be part of an amazing group of people who pioneered open employment services in 

Australia and to personally support people in finding community-based work. Eventually, I 

shifted to advocacy at the national level, as the Executive Officer of the Disability Employment 

Peak Body. Now, as a researcher, I continue to be interested in supporting the economic 

participation of people with intellectual disability. 

This thesis topic emerged from my observation that while expectations about 

economic participation for young people with intellectual disability have shifted, there has 

been a reduction in the employment and training supports available to help them realise those 

goals. In order to understand the barriers facing them, I deliberately chose a ‘worm’s-eye 

view’, interviewing young people with intellectual disability and their family members to 

understand both their aspirations and the challenges they face in achieving them. Having 

worked at the system level, I understand that barriers to economic participation exist for this 

cohort across systems, and strategies to address them therefore need to be system-wide. In 

addition, my experience parenting my own daughters in transition from school made me 
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reflect on the way low expectations about young people with intellectual disability lead to 

separate pathways for them, and a subsequent reduction in opportunities. Therefore, I saw a 

need to examine the period of early adulthood more broadly, to understand its impact on the 

economic participation of people with intellectual disability. 

1.9 A note on thesis chronology 

I began work on this thesis at Deakin University, and first obtained ethics approval via the 

Deakin University Human Research Ethics Committee in 2019. I transferred to Swinburne 

University of Technology in May 2019, when my primary supervisor transferred there. Ethics 

approval and all research management were then undertaken by Swinburne University of 

Technology. 
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Chapter 2: Disability, transition and economic participation policy 
and practice frameworks in Australia 

2.1 Introduction 

Young Australians with moderate to severe intellectual disability predominately grow up in 

their family homes alongside their parents and siblings (AIHW, 2008) and are involved in their 

local communities to varying degrees (AIHW, 2017b). They are predominately educated in 

special school settings (NDIA, 2019b), qualify for income support in the form of the DSP and 

are in receipt of funding via the NDIS. They are thus operating within a complex policy 

environment impacted by Commonwealth and State or Territory government policies and 

practices. Disability supports, particularly post-school supports, are largely the domain of the 

Commonwealth, whereas education policy, which impacts school leavers, is shared between 

the Australian and State and Territory governments. Of particular concern is the fractured 

accountability related to transition from school, post-school training and education, and 

employment (CYDA, 2015), which means no one agency or level of government has 

accountability for improving economic participation outcomes for young people with 

intellectual disability. This creates a risk that the issue will slip through the gaps (Malbon et al., 

2017). In addition, highly siloed programs result in eligibility criteria that fail to understand the 

multiple identities young people with intellectual disability carry, such as: a person with 

intellectual disability; a young person; a school leaver; a DSP recipient; an NDIS participant; a 

jobseeker; and a student. These identities directly influence access to economic participation 

opportunities, in many cases by determining the spaces, programs and supports young people 

can access. 

Arguably, it is the label ‘intellectual disability’ that underpins policy assumptions and 

most strongly influences young people with intellectual disability’s life chances. It is therefore 

important to explore and critique the concept of intellectual disability. 
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2.2 The construction of intellectual disability 

The young people in this study carry the label ‘intellectual disability’. While the concept of 

intellectual disability was recognised as early as the Middle Ages, its construction has not been 

stable. It was considered to be ‘possession by the devil’ in early times and a set of scientifically 

identified syndromes in the nineteenth and twentieth centuries, and now a culturally situated 

social phenomenon (Odom et al., 2009). The advent of psychometric testing, in the form of IQ 

testing, during the 1900s also enabled a statistical definition of intellectual disability to 

develop through the comparison of an individual’s IQ test performance against that of a 

standardised normative group (Wehmeyer & Craig, 2013); as a result, an IQ below 70 came to 

be considered deficient. The dominance of biomedical model settings enabled intellectual 

disability to be constructed as a ‘biologically anchored diagnosis of lacking intellectual 

capacities’ (Altermark, 2018, p. 6). Psychometric testing provided the opportunity to pinpoint 

people with ‘mental deficits’, categorise them and label them, ‘sifting and sorting individuals 

on the basis of dis/ability’ (Goodley, 2018, p. 2). According to Becker (1963), however, the 

social construction of labels has more than just practical implications. A label associated with 

stigma, such as the label ‘intellectual disability’, can dictate the life paths of those it is applied 

to (Cluley, 2016; Green et al., 2005). In addition, the use of the term ‘special’, as in ‘special 

education’, further impacts on opportunities, including employment opportunities (Algraigray 

& Boyle, 2017). 

During the 1900s, dual logics of ameliorating disability and protecting society from the 

disabled (L. Carlson, 2010; Walmsley, 2005) resulted in government policies such as eugenics 

and institutionalisation which had enormous ramifications on the lives of people with 

intellectual disability, including their widespread segregation from the community and 

treatment as lesser beings right up until the end of the twentieth century. Consequently, 

people with intellectual disability remain among the most stigmatised of any group, and until 
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recently have been assumed to lack the necessary capacities for citizenship (Altermark, 2018). 

Widespread contemporary views about people who carry the label intellectual disability are 

the result of what Senge (1996) calls mental models – ‘deeply ingrained assumptions, 

generalizations and images people use to understand the world’ (p. 8). As they relate to 

people with intellectual disability, mental models predominately focus on deficit, and this has 

influenced both the policies and practices that apply to them and the wider community’s 

understanding of who they are. 

Jordan (2014) argues that the focus of disability discourse, which he describes as ‘a 

series of statements and writings that accrue over time and imbue a physical or mental 

difference with social meaning and value’ (p. 2), needs to shift to ‘open up critical space to 

theorize the gap between representations of disability and their physical manifestations’ (p. 3). 

He argues that cultural attitudes associated with disability impact far more heavily on the lived 

experience of disability than the impairment itself: 

Discourses are not simply representations, but representations that have achieved a 

general sense of approbation, to the point where they appear to articulate the world 

as it really is. Focusing on discourses of disability rather than disabilities themselves 

does not aim to deny the material reality of physical and mental difference, but only to 

suggest that physical and mental differences do not carry an innate value. In other 

words, disability only becomes a problem, a limit, or a disadvantage within a specific 

social context. (Jordan, 2014, p. 2) 

Although the operational definition of intellectual disability has not changed considerably 

since the 1950s, its construction has, in line with shifts in contemporary understanding of 

disability more broadly (Buntinx & Schalock, 2010). For example, the Diagnostic and statistical 

manual of mental disorders (DSM-5) recently updated its definition of intellectual disability, 

conceptualising it as deficits in conceptual, social and practical adaptive skills (APA, 2013). 

Likewise, Schalock et al. (2021) recently shifted the focus from IQ to the supports people with 
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cognitive impairment require to function well in society. The constitutive definition of 

intellectual disability proposed by Wehmeyer and Craig (2013) recognises it as a 

‘multidimensional state of human functioning in relation to environmental demands’ (p. 9). 

This definition shifts the construct of intellectual disability from something residing within the 

person (i.e., mental retardation) to ‘the fit between the individual’s capacities and the context 

within which the individual is to function’ (Wehmeyer & Craig, 2013, p. 9). It also recognises 

that intellectual disability is biologically and socially complex and that individualised supports 

have a role in improving functioning, and situates the person within an ecological framework 

of supports. This aligns with Odom et al.’s (2009) and Tassé et al.’s (2016) conceptualisations 

of intellectual disability as a culturally situated social phenomenon. 

Despite states legislating about rights and inclusion (Hall, 2017; United Nations, 2006), 

changes in attitudes to people with intellectual disability have occurred gradually and over an 

extended period (Hall, 2017). The federal Disability Services Act (1986) was the first piece of 

Australian legislation to enshrine the right of people with disability to receive services that 

enable community inclusion. The human rights-focused UNCRPD was enacted in 2006, and the 

National Disability Insurance Scheme Act 2013 (Cth), enabling people with disability to have 

choice and control over the services they receive, was legislated in 2013. These recent changes 

to policy settings create new ways of thinking about intellectual disability, focusing on 

humanity, rights and citizenship (Schalock et al., 2018). However, while state policies have 

shifted to focus on ‘citizen inclusion’, with its accompanying mantra of self-determination and 

independence, the service system remains wedded to paternalism, coercion and restraints. 

People with intellectual disability are still not equal and fully integrated citizens (Hall, 2017). 

According to Bach (2017): 

Claims for full inclusion and citizenship for the growing number of people with 

significant intellectual, cognitive, and psycho-social disabilities are unrealised because 
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of a cognitive ableism embedded in law, policy, and social practice that construes 

people as ‘cognitive foreigners’, excluded from belonging on this basis. (p. 4) 

Goodley (2018) argues that the role of supporters of people with intellectual disability is 

therefore to ‘focus on the enhancement of humanity’, ’who we value and why’ and ‘whether 

everyone is invited into the human category’ (p. 316). 

In contemporary Australia, people with intellectual disability continue to be ‘held back 

in their everyday lives in ways that would be deemed unacceptable if they belonged to any 

other group’ (Altermark, 2018, p. 8). Altermark (2018) refers to the current period as ‘post-

institutionalisation’ – a period where formal state policies have shifted to human rights and 

social model settings but many of the instruments of institutionalisation continue to exist. 

According to Jordan (2014), segregated facilities including special schools, sheltered workshops 

and segregated day activity centres continue to separate able-bodied and disabled people, 

existing in place of mainstream education facilities and workplaces: 

Even as the old walls of the institution begin to crumble, the group home, the nursing 

home, the special education classroom, and the government-funded facility continue 

to mark a point of separation between the able-bodied and the disabled. (p. 7) 

In the post-institutionalisation period, it is argued, there is a need to reframe the construct of 

intellectual disability within the broader diversity movement which is growing worldwide 

(Odom et al., 2009). The most recent literature related to intellectual disability shifts the focus 

to the role of the environment, adaptive behaviour and functioning (Schalock et al., 2021), 

highlighting the presence of strengths as well as limitations, and the necessity of developing a 

system of supports for the individual that is based on their age, peers and culture as well as 

their differences in communication, sensory, motor and behavioural function (Wehmeyer & 

Craig, 2013). Further, the research and change agenda needs to be placed within the social 

contexts of society, rejecting the old biological/medical definition of deficient intelligence and 



45 
 

replacing it with a view that intellectual disability is a socially constructed phenomenon 

constituted by certain discourses and mental models (Cluley, 2018; Watson, 2004). According 

to Barnes (2003), the social model of disability must be actively implemented in order to close 

off the old institutionalised approaches and fully include people with intellectual disability in 

the life of the community. Ferri and Connor (2005), drawing on civil rights movements, argue 

that a period of ‘desegregation’ is required, in which there is a deliberate effort to desegregate 

people with intellectual disability by closing down segregated spaces or making them into 

integrated ones. This is evidenced by American states such as Vermont and Iowa, which have 

legislated to close down sheltered workshops, with a subsequent increase in community-based 

outcomes (Iowa Department of Human Rights, n.d.). US states that have adopted progressive 

Employment First style policies (i.e., Vermont, Connecticut, Michigan, Oregon, Nebraska, Idaho 

and Nevada) have higher integrated employment outcomes than states with supported 

employment alone (Winsor et al., 2019), indicating that it is policy and practice that reduce 

employment opportunities rather than the capacity or incapacity of people with intellectual 

disability (Wehman et al., 2018). 

In recent times, stakeholders including people with disability, family members, service 

providers and researchers have mobilised to focus attention on the issue of integrated 

employment for people with disabilities (Association of People Supporting Employment First 

(APSE), n.d.; Giordono, 2020). In the United States, Employment First policy settings have 

supported efforts to desegregate, espousing that ‘employment in the general workforce 

should be the first and preferred option for individuals with disabilities receiving assistance 

from publicly-funded systems’ (APSE, n.d.). Underpinned by human rights settings, 

Employment First focuses attention on the alignment of policies, regulation, and payment 

systems, committing to community-based employment as the priority for young people and 

adults with disabilities, including significant disabilities (U.S. Department of Labour: Office of 
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Disability Employment Policy, n.d.). Employment First provides a national systems-change 

framework which has resulted in state-wide policy and systems change projects, which are 

described in 3.4.5. Such policy approaches are not currently reflected in Australian policy.  

2.3 Disability policy settings 

Macro-level policies such as the UNCRPD, to which Australia is a signatory, and the Australian 

NDIS emphasise the need to improve the economic and social inclusion of people with 

disability. Article 27 of the UNCRPD (United Nations, 2006) recognises ‘the right of persons 

with disabilities to work, on an equal basis with others’ (p. 19), and Article 26 details States’ 

responsibility to 

organize, strengthen and extend comprehensive habilitation and rehabilitation 

services and programmes, particularly in the areas of health, employment, education 

and social services, in such a way that these services and programmes: 

(a) Begin at the earliest possible stage, and are based on the multidisciplinary 

assessment of individual needs and strengths; 

(b) Support participation and inclusion in the community and all aspects of society, 

are voluntary, and are available to persons with disabilities as close as possible to 

their own communities, including in rural areas. (p. 19) 

Articles 23, 24, 27, 28, and 29 also refer to education and transition from school. In 2021 the 

Commonwealth released Australia’s Disability Strategy (DSS, 2021a) and Employ My Ability: A 

Disability Employment Strategy (DSS, 2021b), which lay out the government’s plan to meet its 

obligations under the UNCRPD in relation to the economic participation of people with 

disability. Policy Priority 1 of Australia’s Disability Strategy is to ‘Increase employment of 

people with disability’ and Policy Priority 2 is to ‘improve the transition of young people with 

disability from education to employment’ (p. 9). While there is hope that the strategies will 

result in improved outcomes for people with disability, the failure to date to set and monitor 



47 
 

targets and lack of coordination at the macro level, which the strategies have not addressed, 

have negatively impacted on employment outcomes for people with disability (AHRC, 2016). 

The NDIS, introduced in 2013, provides new opportunities for young people with 

intellectual disability to use their own individual funding to purchase the supports they need to 

achieve their goals (Dew et al., 2019; Laragy & Fisher, 2020; NDIS Act 2013 (Cth); Productivity 

Commission, 2011). It is built on inclusion rather than exclusion. General Principle 2 of the 

National Disability Insurance Scheme Act 2013 (Cth) states that ‘People with disability should 

be supported to participate in and contribute to social and economic life to the extent of their 

ability’ (p. 4), and that ‘People with disability should be supported to exercise choice, including 

in relation to taking reasonable risks, in the pursuit of their goals and the planning and delivery 

of their supports’ (p. 4) through individualised funding to purchase a range of supports from 

both outside of and within traditional disability service systems. A primary aim of the NDIS is to 

increase opportunities for people with disability to participate in the ordinary, everyday life of 

their communities (NDIS Act 2013 (Cth)), and improving employment outcomes is another 

specified goal (NDIA, 2019a). In December 2019, there were $10.5 billion of annualised 

committed supports in approved plans for people with intellectual disability – nearly half of 

the NDIS’s total committed expenditure (NDIA, 2019b). The average annualised cost per 

participant with intellectual disability is over $97,000. At 2020, 32.3% of NDIS participants aged 

15 or over had a work-related goal in their plan: the average was higher for younger 

participants (45.2% for 15-24-year-olds) and then declined to 27.9% for participants aged 25 

and over (NDIA, 2020). It should be noted, however, that people with intellectual disability 

who work in ADEs and have no goal to move to community-based employment also have 

work-related goals in their plans. 
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The introduction of the NDIS, with its focus on economic participation, was expected 

to increase the labour market participation rates of people with disability. It has resulted in 

service providers, including disability providers, no longer receiving government funding 

directly and instead operating within a quasi-market, receiving payments directly from people 

with disability via NDIS funding. Eligible school leavers receive an annualised amount of School 

Leaver Employment Supports (SLES) funding (currently $22,750 in total over two years), via the 

NDIS, to support their preparation for employment. Despite the new funding structures, 

however, service offerings have largely remained unchanged, with segregated employment 

and day centre settings continuing to comprise a large share of the market (NDIA, 2019b). 

Since 2017, there has been a noticeable shift whereby disability providers, in response to the 

availability of SLES funding, have established transition-to-work-style programs for school 

leavers to focus more heavily on preparation for employment (NDIA, 2020). However, data 

about the outcomes of SLES programs is still emerging. Recent data from the NDIA indicates 

that less than 20% of SLES participants achieve an open employment outcome, while a further 

10% exit into an ADE (NDIA, 2020). 

2.3.1 Australian transition policy and practice 

The principal Commonwealth legislation for school education and school reforms is the 

Australian Education Act 2013, which outlines both the provision of Australian Government 

education funding and responsibilities related to the provision of education. There is formal 

recognition in policy statements at Commonwealth level that a core outcome of education is 

for students to gain the skills they need to transition to further study and/or work and life 

success (Council of Australian Governments, 2013, p. 7). 

There are no Commonwealth or state laws that require individualised transition 

planning for young people with intellectual disability; nor are there any specific references to 
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post-school transition in the legislation (CYDA, 2015; O’Neill et al., 2016). Responsibility for 

transition is shared, with ‘young people and their families, service programs, schools, tertiary 

education institutions, employment services and government departments having key 

responsibilities’ (CYDA, 2015, p. 8), but key responsibilities are poorly defined. The Australian 

Government Department of the Prime Minister and Cabinet (2014) notes that within each 

State and Territory, young people receive early economic participation-focused activities and 

supports, including work experience and career education, within a range of school settings 

including government and non-government schools, which further adds to the lack of 

structure. In addition, each State and Territory has a different policy and program and these 

change regularly (CYDA, 2015). 

Increasing recognition that transition from school is an important and high-risk period 

for young people has led to the development of strategies to improve it, including the National 

Career Education Strategy Future ready (Australian Government Department of Employment 

and Workplace Relations [DEWR] and Department of Education, n.d.), which was endorsed by 

federal, State and Territory governments in February 2019. Future ready mandates career 

education for every Australian high school student. Within the labour market program arena, 

the Commonwealth funds ‘Transition to Work’ to provide additional support to young people 

aged 15-24 who are deemed at risk during transition. The program has eligibility requirements 

that exclude some young people with intellectual disability who are in receipt of the DSP. 

As early as 2011, the Australian Government committed to addressing poor transition 

outcomes for young people with disability through the development of specific actions within 

the National Disability Strategy implementation plan Laying the groundwork 2011-2014 

(Australian Government Department of Families, Housing, Community Services and Indigenous 

Affairs, 2012). This includes Action 5.5, to ‘identify and establish best practice for transition 
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planning and support through all stages of learning and from education to employment’ (p. 

131), and Sub-action 5.5.1, to ‘improve school transitions’ (p. 131). The recent Australia’s 

Disability Strategy (2021) also refers to transition from school in Policy Priority 2: ‘Improve the 

transition of young people with disability from education to employment’ (p. 9). However, 

there is no specific discussion of young people with intellectual disability. 

Victoria, where this study was undertaken, has policy related to young people 

generally and young people with disability. In addition, the Victorian Government provides 

funding to ‘Victorian government secondary schools, including specialist schools, to provide 

career education activities to all students in Years 7 to 12’ (Victorian Government, n.d.-a). This 

includes students with disabilities who attend specialist and special schools: ‘Schools in receipt 

of this funding must ensure students in Years 7 to 12 participate in planned career education 

activities and have access to appropriate support services’ (Victorian Government, n.d.-a). In 

addition, while it is not compulsory for Victorian schools to offer work experience – defined as 

the short-term placement of secondary school students with employers, usually in Year 9 or 

10 – or for students to undertake it, a set of resources is available to support students with 

intellectual disability undertaking work experience (Victorian Government, n.d.-d). The 

Victorian Government also provides a range of resources including guidelines to support the 

inclusion of parents of students with disability in career planning, acknowledging the role 

parents play in influencing their children’s education and career decisions (Victorian 

Government, n.d.-b). 

In addition, the Victorian Government has a separate policy for students with 

disability, titled Transitions and Pathways (Victorian Government, n.d.-c). It acknowledges that 

students with disability may have additional needs during the transition period. Strengthened 

career planning provides students with disability with extra supports to identify their goals, 
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aspirations and strengths and provide a snapshot of a student’s work-related skills and 

employability in order to enable conversations about their capabilities, strengths and 

readiness for work (Victorian Government, n.d.-b). 

At the school level, funding of $750 per student is available to provide transition 

supports for students attending special schools. For students with higher support needs, such 

as intellectual disability, the language shifts from career planning to supporting young adults 

and their families to access a post-school placement or option. This includes a set of 

procedures to be completed prior to the student finishing school, such as organising site visits 

and organising a service provider expo (Victorian Government, n.d.-c). 

In NSW, the Transition to Work program (now a Commonwealth program) operated 

between 2005 and 2015 to support young people with disability in transitioning from school to 

work. Xu and Stancliffe (2019) found that less than 50% of young people with disabilities who 

entered the program achieved an employment outcome. There was also huge variation in the 

employment outcomes providers were achieving, with a few very high-performing agencies 

accounting for a high proportion of the outcomes. They noted that lack of regulation resulted 

in low performing Transition to Work providers continuing to receive funding. In addition, the 

failure to collect high-quality data on outcomes, including longitudinal data, impacted on the 

capacity of funders, including the NDIS, to implement evidence-informed approaches, assess 

the effectiveness of the program and provide information to consumers about which providers 

were effective and what outcomes they achieved (Xu & Stancliffe, 2019). Riches’s (2014) 

evaluation of one Transition to Work provider supported Xu and Stancliffe’s finding that policy-

related factors impacted on the employment outcomes achieved through the program. Riches 

(2014) found that one provider was particularly high-performing, with 95% of young people 

exiting that provider with an open employment outcome. 
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Poor transition outcomes for young people with disability can also be partially 

attributed to poor collaboration between schools and the post-school system that young 

people and their families interact with (ARTD Consultants, 2019; Carter, McMillan, & Willis, 

2017). The service systems that exist for young people transitioning from school are 

fragmented and siloed (Antonelli et al., 2018; ARTD Consultants, 2019; CYDA, 2015; Redgrove 

et al., 2016; Foley, 2013), which makes these complex and ever-changing systems difficult to 

navigate. Young people therefore fail to utilise important services (AHRC, 2016). In the case of 

people with intellectual disability, this also extends to family members who navigate systems 

on their behalf (Brooks et al., 2016). Funding systems also create barriers to collaboration, for 

example by failing to fund the important collaborative work required at the service and system 

level (ARTD Consultants, 2019b; Davies & Beamish, 2009; Green, 2018; Hummell et al., 2021; 

Meadows, 2019). Finally, fragmentation also results from the intersection of Commonwealth 

and State systems such as employment services and schools (CYDA, 2015). 

People with intellectual disability are eligible to apply for the DSP from the age of 16. 

Young people who have an intellectual disability and an IQ of less than 70 are considered to be 

manifestly eligible for the DSP – currently $987.60 per fortnight – and therefore do not have 

any requirement to seek employment over the course of their lifetime (Australian Government 

Services Australia, n.d.). DSP recipients can work for up to 29 hours per week without losing 

their entitlement to DSP although wages earnt from paid income in excess of $178 per 

fortnight reduce the amount of DSP payable to an individual by 50 cents in the dollar. The DSP 

cuts out completely once a person is earning $2115 per fortnight, however the individual can 

restart their DSP payment if their earnings drop below the threshold within a 2 year period 

(Australian Government Services Australia, n.d.). DSP recipients are required to report any 

income earned from paid work to Services Australia each fortnight. Complex income support 

systems can act as barriers to employment for people with disability in several ways, and 
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people with disability who are in receipt of income support report that the complexity of these 

systems, coupled with fear of losing their benefits, acts as a deterrent to employment, as do 

the low wages people with disability are paid (Campbell et al., 2022; DSS, 2015). 

2.4 Post-school education and training and employment services 

As with compulsory education, the policy environment related to post-school education, 

training and employment is complex. The Commonwealth government has legislative oversight 

of the higher education sector via the Higher Education Support Act 2003, which includes 

funding for improving outcomes and supporting students with disability. Courses are available 

to a broad range of students, including school leavers. Post-school education and training are 

provided by public and private universities, public Technical and Further Education (TAFE) 

colleges and private Registered Training Organisations (RTOs) at low or no cost to people in 

receipt of income support, such as people with intellectual disability, or through FEE-HELP. 

Universities are regulated at the Commonwealth level, while TAFEs and RTOs are regulated at 

the State/Territory level. 

Education and training providers are regulated via the Australian Skills Quality 

Authority and provide qualifications from Certificate I through to postgraduate level. Young 

people with intellectual disability commonly access Certificate I in Transition and Certificate I 

in Work Education when they complete their compulsory schooling (DEWR, n.d.). 

The Commonwealth government provides labour market programs to support 

unemployed Australians in entering or returning to the labour force. The primary 

programmatic response to Article 27 of the UNCRPD continues to be the Disability 

Employment Service (DES) program, which comprises two streams, DES-ESS for permanent or 

long-term disabilities or health conditions, including intellectual disability, and DES-DMS for 

non-permanent injuries, health conditions or disabilities (Australian Government Department 
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of Social Services, 2020). DES-ESS has capacity to provide long term support to people with 

disabilities in employment if required.  

Originally born out of the Disability Services Act (1986), an act which enshrined the 

right of people with disability to have access to services that supported their inclusion in 

mainstream society (Cheng et al., 2018), the Act created the concept of open and supported 

employment services. Open employment services were established to create integrated 

employment opportunities for people with significant disability (Anderson & Wisener, 1996), 

while supported employment services primarily encompassed sheltered workshops, now 

called ADEs (Cheng et al., 2018). ADEs are a significant component of the disability service 

system, offering ‘supported employment’, and are a post-school destination for young people 

with intellectual disability, particularly those who attend special schools (Hemphill & Kulik, 

2017; NDIA, 2020). However, they rarely provide a pathway to community-based employment: 

in 2014, less than 1% of those employed in ADEs transitioned to community-based 

employment (Commonwealth of Australia, 2017), indicating that ADEs are not a pathway to 

these outcomes. 

Government-funded employment services in Australia have low rates of employment 

outcomes and sustainability overall (DSS, 2016). The neoliberal and Active Labour Market 

policy settings introduced throughout the 1990s and 2000s have resulted in supply side-

focused economic participation programs, increased privatisation of employment service 

providers and a reduction in appropriate employment and training supports for people with 

intellectual disability (Dempsey & Ford, 2009; Devine et al., 2021). There is also poor alignment 

between DES and ‘adjacent’ programs, including poor integration with the NDIS, which results 

in confusion for participants. Inconsistencies in the incentive structures of DES and the 

mainstream ‘jobactive’ program have resulted in people who have a long-term health 
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condition or disability shifting to DES. Over 80% of DES participants have a physical or 

psychiatric disability, and more than half are over 45 (DSS, 2020). 

The DES Eligible School Leavers (ESL) program has specific provision to support young 

people with disabilities into employment, governed by the ESL Guidelines. These guidelines 

specify that eligibility is restricted to students under the age of 22 and that the program 

supports a transition pathway straight from secondary school to open employment. In 

addition, they focus on severity of impairment and related barriers to employment, rather 

than ‘multiple structural and social barriers and the intersection of these barriers with a 

person’s impairment causing disablement’ (Stafford et al., 2017, p. 639). This narrow view of 

transition supports fails to align with contemporary approaches, in which school-to-work 

transition occurs over an extended period and is impacted by environmental as well as 

individual factors. 

These policy settings have resulted in DES having a poor record of successfully creating 

sustainable employment opportunities for people with intellectual disability (DSS, 2021c). In 

2017-18, 30.2% of DES users were employed for three months following assistance (Australian 

Government, 2018). Following significant reforms to DES in 2018, there was a decline in 

employment outcomes, with 24% of DES participants achieving a 13-week outcome after 18 

months on the program in 2020 (DSS, 2020). In addition, in May 2022 just over 3% of the DES 

caseload was people with intellectual disability (DSS, 2022). DES has complex rules regarding 

work capacity of at least eight hours (Waghorn & Hielscher, 2015), which impacts the 

availability of supports for people with intellectual disability who cannot demonstrate their 

capacity to work for that number of hours. In addition, Devine et al. (2021) reported that DES 

participants wanted both more and more highly tailored support to find employment, and 

once in employment wanted appropriate support to maintain their roles. 
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Strategies have been implemented to improve employment outcomes for people with 

intellectual disability. The precursor to the current Australian DES system, the Disability 

Employment Network (DEN), was predominately focused on people with lifelong disabilities 

who required significant ongoing supports (Cheng et al., 2018). Consequently, highly 

specialised intellectual disability organisations delivered employment supports, obtaining good 

employment outcomes (Anderson & Wisener, 1997). Since 2011, however, policy shifts have 

resulted in DES being underpinned by an Active Labour Market approach in which jobseekers 

are matched to available vacancies (Fredriksson, 2021). Active Labour Market approaches do 

not typically result in jobs for people with significant labour market disadvantage, including 

people with intellectual disability, because when required to compete against applicants 

without disability for job openings, or when their skills and abilities are compared against an 

existing job description, people with a more significant disability simply do not measure up 

(Condon & Callahan, 2008). In addition, DES fails to offer the highly individualised supports 

people with disability need to secure and maintain employment in the open labour market 

(Dempsey & Ford, 2009; Stafford et al., 2017), and few DES providers have the highly 

specialised skills needed for supporting people with intellectual disability to be included in the 

community-based labour market, such as using customised employment approaches. 

The need for specialisation is supported by data from the previous DEN model, which 

show that a small number (5) of highly specialised providers accounted for 75% of intellectual 

disability employment outcomes (Pearce, 2017). However, the introduction of a significant 

extra payment for DES providers in 2011 in the form of a moderate intellectual disability 

allowance failed to incentivise DES providers to improve their supports for this cohort, 

resulting in no significant shift in outcome rates for people with intellectual disability (Pearce, 

2017). Nor did the financial incentive address DES providers’ lack of skills to support people 
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with complex needs, which may have contributed to its failure to shift outcome rates (DEWR, 

2012; Pearce, 2017).  

Active Labour Market approaches do not address structural issues such as community 

attitudes towards groups that are over-represented in unemployment, including people with 

disability (Bennett et al., 2018; Stafford et al., 2017). They also lack structured demand-side-

focused strategies that provide awareness-raising, information and advice, despite employers 

stating that doing so would address low awareness about the issue (AHRC, 2016). 

The privatisation and contracting-out of DES has also resulted in providers, including 

not-for-profit providers, orienting their services towards individuals who can provide the 

financial outcomes required (Devine et al., 2021). Privatisation has reversed much of the 

progress made throughout the 1990s, when the highly specialised DEN, underpinned by rights-

based values, provided employment support primarily to people with intellectual and other 

lifelong disabilities in receipt of the DSP (Anderson & Wisener, 1996; Pearce, 2017). Given the 

extensive ongoing support people with intellectual disability require, privatisation and 

contracting out also reduced the ability of highly specialised DES providers to compete. Over 

time, most closed or merged with other providers, and their specialisation was lost (Considine 

et al., 2011; Pearce, 2017). 

The compliance role Australian employment services undertake for government in 

relation to mutual obligations for people receiving income support has also shifted their focus 

away from the provision of evidence-based employment supports (ACOSS, 2018; Lantz & 

Marston, 2012). For example, despite the strong evidence base for providing Individual 

Placement and Support (IPS) for people with persistent mental illness, and the high number of 

people accessing DES who have mental health issues (DSS, 2020), IPS is not widely available in 

Australia (Lockett et al., 2018; Waghorn & Hielscher, 2015). Likewise, evidence-based 
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specialised employment services such as customised employment are not uniformly available 

for people with intellectual disability (Pearce, 2017). Because evidence-based practice requires 

providers to employ more highly skilled and trained staff and provide support within the 

workplace (Dew & Boydell, 2017; Diallo et al., 2014), privatised models have reduced the 

incentive for employment services to implement it. There is also early evidence that 

individualised funding systems such as the NDIS further erode implementation of good 

practice due to their focus on individualised service delivery, which takes precedence over 

reflective practice and information sharing (Green, 2018). This results in few young people 

achieving their preferred post-school outcomes, particularly paid employment (Pearce, 2017; 

Xu & Stancliffe, 2019). 

2.5 De-differentiation 

The increasing shift to de-differentiated service delivery has particularly negatively impacted 

young people with intellectual disability (Clegg & Bigby, 2017). De-differentiation ‘describes 

the merging of intellectual disability and other disability groups into the broader disability 

category, losing the specialisation of particular impairments or challenges’ (King, 2020, p. 320). 

De-differentiated policies are characterised by the ‘dismantling of special arrangements for 

vulnerable groups, dissolution of categories and growing individualism’ (Sandvin & Soder, 

1996, p. 117). De-differentiation has several perceived advantages, including drawing 

attention away from devalued differences and stigmatising labels such as ‘intellectual 

disability’. It also supports inclusion in mainstream, rather than specialist or segregated 

services, and potentially strengthens collective advocacy, increasing opportunities to bring 

about rights-based and structural changes to society (Clegg & Bigby, 2017). However, de-

differentiated models also ‘devalue specialised training and expertise, and provide general 

services and staff’ (Clegg & Bigby, 2017 p. 3), resulting in individual providers and staff 

supporting people who have cognitive impairment, physical impairment, are Deaf or Blind, or 
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have mental health issues. De-differentiated services emphasise shifting attitudes and 

providing appropriate accommodations and technology in order to create opportunities for 

people with disabilities to be included in all aspects of the community (Bigby, 2020a; King, 

2020). Driven by the shift towards understanding disability through the social model lens, this 

approach has resulted in the real differences contained in the experiences of some disabilities 

being dismissed (King, 2020). 

People with intellectual disability fare poorly within de-differentiated systems because 

the barriers they experience are complex and lifelong and require ‘nuanced and often complex 

adjustments to facilitate participation’ (Clegg & Bigby, 2017, p. 83). Rather than adaptations to 

the environment or changing attitudes alone, people with intellectual disability require 

ongoing support to navigate the complex world they live in, including community spaces such 

as education facilities and workplaces (Wilson et al., 2017). This reflects the embedded 

difference inherent to intellectual disability. The realities of difference for people with 

intellectual disability, such as lower levels of literacy and numeracy, difficulty learning new 

tasks, and cognitive and communication issues, result in their exclusion from the mainstream 

labour market, in which these characteristics are highly valued. De-differentiated services seek 

to ‘fit’ them into existing offerings, instead of recognising the need to consider the realities of 

difference and tailor the offering accordingly. De-differentiated approaches to tackling the 

broader issue of low economic participation for people with disability generally result in the 

specific support needs of people with intellectual disability being lost (DSS, 2021d), and 

heighten the risk that they will fall through the cracks due to the intensity and length of 

support often required. The shift to de-differentiated policy settings also results in young 

people with intellectual disability and family members reporting a limited range of economic 

participation options available to them when they complete school (Davies & Beamish, 2009), 

with the options available tending to be segregated (e.g., day programs and ADEs) or programs 
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that fail to provide effective bridges to employment (e.g., short-term TAFE courses). In 

addition, highly specialised, evidence-informed practice is not uniformly available (Waghorn & 

Hielscher, 2015). The raft of strategies outlined in Australia’s Disability Strategy (2021) lacks 

any detailed plan to address the poor economic participation of people with intellectual 

disability specifically. 

Differentiation, in contrast, recognises that differentiated policies may be beneficial to 

people with intellectual disabilities because different impairments mean they need services 

and supports that are highly specialised (Clegg & Bigby, 2017). The Australasian Society for 

Intellectual Disability has developed a position on de-differentiation which states: ‘treat 

people with intellectual disability as members of the broad disability group wherever possible, 

and protect and develop differentiated opportunities, services and research whenever 

necessary’ (Australasian Society for Intellectual Disability, 2017, as cited in Bigby, 2020, p. 

310). Differentiated policy supports the planning of new services specific to people with 

intellectual disability (Smith, 2013, as cited in Clegg & Bigby, 2017) and will provide people 

with intellectual disability with increased access to resources and opportunities (Clegg & Bigby, 

2017). In addition, it ensures that resources and opportunities intended for people with 

intellectual disabilities are reserved for their use (Smith, 2013, as cited in Clegg & Bigby, 2017). 

The complex communication, cognitive and behavioural barriers experienced by 

people with intellectual disability mean that they need services and individual staff with 

specialist expertise and skills to support their community inclusion (Clegg & Bigby, 2017). The 

delivery of such specialised services within segregated settings such as ADEs has come to be 

considered exclusionary, and there is now a preference for people with intellectual disability to 

have opportunities to be in the same spaces as other citizens (Clegg & Bigby, 2017), such as 

through employment in the community-based labour market. Rather than being delivered 
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within segregated or institutionalised settings, differentiated services can recognise that ‘true 

inclusion supports realities of difference; and is not simply striving to negate them altogether’ 

(King, 2020, p. 324). Moreover, services that are ‘tailored for the unique talents of people with 

intellectual disabilities in the same way as specialist arts and sport facilities are tailored for 

artists and sportspeople’ (Clegg & Bigby, 2017 p.89) can be delivered within community-based 

settings. There is therefore tension between the roles of community-based, segregated, 

differentiated and de-differentiated models of service delivery for people with intellectual 

disability. 

2.6 Conclusion 

This chapter has described the complex set of policy settings that impacts on young people 

with intellectual disability in Australia. Technically, human rights-focused policy grounded in 

the social model of disability predominates through the NDIS. However, people with 

intellectual disability intersect with several separate policy environments underpinned by 

neoliberalism, in which their right to services and the provision of appropriate services are 

compromised due to historical conceptualisations of intellectual disability that function to 

remove them from effective policy design. 
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Chapter 3: Literature review 

3.1 Introduction 

This literature review focuses on two key areas of interest: the experiences of young people 

with intellectual disability and their family members during their transition from school and 

how those experiences influenced decisions about their post-school economic participation; 

and what is known about the factors and practices that shape economic participation for 

young people with intellectual disability and how these have been described and evaluated in 

the literature. 

The bulk of research related to economic participation of young people with 

intellectual disability has been undertaken in high-income countries such as the United States 

and the United Kingdom (Weld-Blundell et al., 2021). Australian studies, including both 

published literature and unpublished reports, are included where relevant to understand 

transition to economic participation in the Australian context. 

3.2 The good, the bad and the unknown: Transition from school experiences of 
young people with intellectual disability and their family members 

It is widely acknowledged that young people with intellectual disability face particular 

challenges during the period of transition from school (Davies & Beamish, 2009; Foley et al., 

2012; Leonard et al., 2016), and that the experience of transition differs significantly for them 

and their family members compared to that of their peers without intellectual disability 

(Jacobs et al., 2018). Transition has been described as a challenging time for individuals, 

families and the service system, one of ‘heightened opportunities and new risks’ (Blacher, 

2001, p.173). Understandings of youth transitions, and youth citizenship, have historically 

been underpinned by the notion of successful attainment of normative markers for the young 
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person who moves through a ‘series of steps and pathways into economically-independent 

adulthood and full citizenship’ (Wood, 2017, p. 4). This normative idea of transition draws our 

attention to how young people will spend their time post-school, the type of activities they will 

undertake, the spaces they will spend time in, and – sometimes for the first time – what their 

longer-term adult life might look like (Jacobs et al., 2018). As Halpern (1994), a pioneering 

transition researcher, argues: 

Transition refers to a change in status from behaving primarily as a student to 

assuming emergent adult roles in the community. These roles include employment, 

participating in postsecondary education, maintaining a home, becoming 

appropriately involved in the community, and experiencing satisfactory personal and 

social relationships. The process of enhancing transition involves the participation and 

coordination of school programs, adult agency services, and natural supports within 

the community. The foundations for transition should be laid during the elementary 

and middle school years, guided by the broad concept of career development. 

Transition planning should begin no later than age 14, and students should be 

encouraged, to the full extent of their capabilities, to assume a maximum amount of 

responsibility for such planning. (p. 117) 

However, understandings of transition for young people in general have changed drastically 

over the past two decades. Understandings in the tradition of Halpern, which cover both 

transition from school and transition to adulthood, ‘capture the hopeful promise of a future 

which unfolds with forward momentum, generating progress (as education, training or career 

development), knowledge (as psychological development), security, and personal 

development’ (Kelly et al., 2019, p. 100). However, recent theorisations suggest that this gives 

a false impression of the life path following schooling years as ‘linear’ and certain, when today, 

transitions are anything but (Kelly et al., 2019). 

Despite the heterogeneity of young people with intellectual disability, much of the 

transition from school literature is focused on those with mild to moderate intellectual 
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disability – including in the literature on young people with disability more generally, and to 

some extent the literature on typically developing young people (Bouck, 2014; Bouck & Joshi, 

2016; Salt et al., 2019). A second set of literature focuses on transition from school for young 

people considered to have severe or profound intellectual disability – e.g., those who attend 

special schools and typically transition to disability centres post-school (Carter et al., 2011a; 

Carter et al., 2012; Jacobs et al., 2020; Wehman et al., 2018). This literature has also focused 

on the experiences of family members during this period (Codd & Hewitt, 2021; Dyke et al., 

2013; Leonard et al., 2016). In 2012, in Australia, Foley et al. (2012) reported a ‘paucity of data’ 

in relation to transition for people with intellectual disability, and little in the way of high-

quality studies. This has not changed with the advent of the NDIS. 

In the 1980s, changing societal responses to intellectual disability, such as 

deinstitutionalisation and human rights-based approaches, began to focus attention on the 

post-school lives of young people with intellectual disability. Recognising the different and 

more complex needs of young people with intellectual disability, researchers began to 

investigate transition practice as it related to this cohort, particularly those educated in special 

education settings (Baer et al., 2011; Beamish et al., 2012; Bouck & Joshi, 2016; Carter et al., 

2012; Gilson et al., 2017; Grigal, Dukes, et al., 2021; Papay & Bambara, 2014; Park & Bouck, 

2018; Wehman et al., 2014). However, even these studies have tended to show bias towards 

people with mild intellectual disability (Foley et al., 2013) over those with moderate, severe 

and profound intellectual disability who are more likely to be educated in special school 

settings (Baer et al., 2011). Further research is required to understand how to support young 

people with moderate to severe intellectual disability (Bouck & Joshi, 2016). Given that this 

study is focused on young people with moderate to severe intellectual disability, the literature 

review will focus primarily on the experiences of that cohort. 
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3.2.1 Experiences of transition from school for young people with moderate and severe 
intellectual disability 

As noted above, the lack of focus on transition for people with moderate, severe, and 

profound intellectual disability may be due to lower expectations about post-school work and 

study for this cohort, as well as the fact that fewer young people are classified as having 

moderate to profound intellectual disability compared to those classified as having mild 

disability (APA, 2013). Much of the literature related to moderate, severe, and profound 

intellectual disability has focused on the experience of parents as they adjust to post-school 

life with their young people and make decisions about post-school services. Numerous studies 

(see Brown & Smith, 1989; Codd & Hewitt, 2021; Dyke et al., 2013; Leonard et al., 2016; 

McKenzie et al., 2017; Pallisera et al., 2016) have identified school completion as a particularly 

difficult time for young people with intellectual disability and their families. For example, 

parents report ‘re-experiencing’ their children’s disability and experiencing a new range of 

issues, emotions and fears for their children (Dyke et al., 2013; Redgrove et al., 2016). It has 

also been described as a time of redefinition, conflict and tension (Schneider et al., 2006; 

Smith & Routel, 2010), and sadness as families strive to create a ‘good life’ for their young 

people and consider whether they will reach their full potential (Blacher, 2001; Davies & 

Beamish, 2009). Societal norms about adulthood (e.g., attaining a job) also begin to impact on 

young people with intellectual disability during transition, and are heightened by the need to 

step out of the relative safety of the school system (Jacobs et al., 2018). 

The important role families play in supporting young people with disabilities through 

transition is well established in the literature (Kohler et al., 2016; Landmark et al., 2010; 

Leonard et al., 2016; Smith & Routel, 2010), as is the fact that post-school outcomes for young 

adults with intellectual disability are better where there has been significant parental 

involvement in the transition process (Kohler & Field, 2003; Kraemer et al., 2003). Families are 
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commonly the main and central support systems for young people (Dyke et al., 2013; Giri et 

al., 2022; Jacobs et al., 2018; McMahon et al., 2020), and are well placed to provide them with 

practical and emotional support, to create a vision of their adult lives and to advocate for the 

services and supports needed to bring that vision to reality (Davies & Beamish, 2009; Jacobs et 

al., 2018). Indeed, Jacobs et al. (2018), recognising the interdependence of the needs of the 

young people and the needs of the family overall, suggest that for the moderate to severe 

cohort, the ‘family system’ is central to transition planning. 

In order to understand transition from school for young people with severe and 

profound intellectual disability and their families, Jacobs et al. (2018) undertook a systematic 

review of the international literature, finding that their experience of transition was in stark 

contrast to that of typically developing young people – and that it was this difference that 

defined the transition period. It was also apparent that this experience of difference was more 

pronounced for this cohort than for young people with milder intellectual disability. The 

literature on young people with intellectual disability’s transition from school and its impacts 

on individuals and their families should therefore be more narrowly understood within the 

context of specific cohorts of people with intellectual disability. 

Jacobs et al. (2018) differentiated between the terminology used in health care, such 

as ‘transfer’, which describes a short one-off event, and ‘transition’, which occurs over a longer 

period of time. However, there is a lack of clarity in the literature about models and 

timeframes of transition, and family members describe transition programs that are 

‘operational’ (Kaehne, 2013) or practical (McMahon et al., 2020), starting in the final year of 

compulsory education and being completed when a suitable post-school placement is found 

(Beamish et al., 2012). In other words, they focus attention on the short period of time in 

which a young person transitions from school. However, transition supports that start too late 
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and are not collaborative lead to poor-quality provision of the information required to support 

effective decision-making. Codd and Hewitt (2021) therefore describe this period as ‘The 

Good, the Bad and Unknown’ (p. 43). 

The operational nature of transition supports, and a lack of shared understanding can 

result in young people with intellectual disability, family members and the service system all 

working within different transition timeframes (Jacobs et al., 2018; Redgrove et al., 2016). 

Hudson (2006) recognises what he calls ‘visible’ and ‘invisible’ transitions, the first of which is 

associated with formality and support and the second of which occurs later, often in an 

unstructured and unsupported manner. Jacobs et al. (2018) identified a misalignment between 

the life course perspectives in transition planning that family members were focused on, which 

centred around the complex barriers young people with intellectual disability face, and their 

greater need for ongoing support after leaving school than students with other disabilities 

(Schalock et al., 2021; Shogren & Plotner, 2012). This is due in part to concepts of adulthood 

for young people with intellectual disability being contested (Hudson, 2006; Redgrove et al., 

2016) and often viewed through biological and socially constructed lenses, with the first 

relating to the biological changes happening to the young person and the second to the roles 

they are expected to take up in adulthood. The parents in McMahon et al.’s (2020) study 

reflected on their children as young adults, seeking an initial young adult placement before 

considering ‘settling their children’. However, such placements were often not available. 

The lack of clarity about transition, including its purpose and timeframe, leaves young 

people, their family members and the various institutions they interact with unclear regarding 

what is commonly referred to as ‘transition’ (Redgrove et al., 2016). The lack of shared 

understanding about transition timeframes also results in stress for families that continues 

into the longer transition to adulthood period. This is caused by uncertainty related to the 
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family’s role (Codd & Hewitt, 2021), the challenge of navigating complex systems (Codd & 

Hewitt, 2021; Leonard et al., 2016; Pallisera et al., 2016), the more difficult pathways to 

attaining stability in adult roles for young people with intellectual disability, limited choice, and 

ongoing struggles to secure suitable employment, vocational and day recreation programs for 

their young people, regardless of the length of time since leaving school (Dyke et al., 2013; 

McMahon et al., 2020). Additional significant factors during the transition period include 

changing social networks, the impact of school ending and the need for new services and 

supports to be introduced into a young person’s life (Jacobs et al., 2018). This aligns with 

Shogren and Wehmeyer’s (2020) description of transition as a major change that encompasses 

changing roles, responsibilities and support systems. Families report the transition period 

impacting on them broadly due to disruption to routine and the loss of informal supports, 

which can impact on their own employment, for example, due to the increased pressure of 

balancing safety and autonomy as their young people navigate the adult world (Davies & 

Beamish, 2009; Dyke et al., 2013; Schneider et al., 2006). Transition was also associated with a 

sudden decrease in formal supports (Dyke et al., 2013; Schneider et al., 2006), with the 

perception that support was abruptly ‘cut off’ after schooling (Meadows et al., 2006) – 

something Schneider et al. (2006) refer to as service discontinuity. Having left behind the safe 

and well-known school environment, families attempt to create new daily routines that are 

‘sustainable, meaningful and congruent with the individual needs of all family members’ 

(Gallimore et al., 2003, as cited in Schneider, 2006 p. 927), and take into account practical 

issues such as transport (Dyke et al., 2013). 

Young people with disability and their families report experiencing difficulty finding the 

information they need about post-school options (Carter et al., 2017; Davies & Beamish, 2009; 

Gauthier-Boudrealt et al., 2017; Jacobs et al., 2018; Leonard et al., 2016). While there are 

plenty of resources available, they frequently fail to reach families of young people at the 
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crucial time they need it (Dyke et al., 2013). Australian families have described a short 

timeframe for the provision of information from which they could choose the most 

appropriate post-school options (Dyke et al., 2013; Kaehne, 2013; Leonard et al., 2016; 

McMahon et al., 2020). Information provision was also narrowly focused on identifying and 

connecting with appropriate post-school providers such as disability programs, rather than on 

preparation for work and for later adult life (Beamish et al., 2012; Dyke et al., 2013). 

Choice of post-school services also emerged as an issue for family members of young 

people with intellectual disability during transition (Jacobs et al., 2018). Family adjustment 

issues coupled with narrowly defined transition programs (Leonard et al., 2016) caused 

increased stress and worry, and put families under pressure to make quick decisions about 

their children’s post-school services before they had had time to explore and assess a range of 

options (Leonard et al., 2016; McKenzie et al., 2017; Schneider et al., 2006). This stress was 

compounded when the young person had limited independence, emphasising the need for a 

safe space (Codd & Hewitt, 2021), and this resulted in the selection of options that offered 

security and safety for both the young person and their family, such as a supported workplace 

with other adults with disability (Dyke et al., 2013; Meadows et al., 2006; Redgrove et al., 

2016) at the expense of exploring community-based work, education and training possibilities. 

Service discontinuity also results in stress and frustration for families, many of whom 

report that they themselves require access to support, which is often not readily available 

(Codd & Hewitt, 2021). Family members have reported low involvement in transition planning 

(Davies & Beamish, 2009; Leonard et al., 2016), despite family support being a practice 

identified as occurring within Australian schools (Beamish et al., 2012). Leonard et al. (2016) 

found that attendance at meetings and other planning activities did not automatically result in 

families leading the process, or in genuine collaboration between schools and family members. 



70 
 

In addition, there was little evidence of interagency collaboration between schools, post-

school education and employment services, despite teachers and others identifying this as 

important (Beamish et al., 2012). This may be due to a lack of funding to enable post-school 

agencies to collaborate, and to school staff having little understanding of the post-school 

service sector or how to work within it (Beamish et al., 2012). 

In addition, transition leads to changes to roles and relationships, particularly between 

parents and other actors (Jacobs et al., 2018). Parents find themselves mediating on behalf of 

their young people, trying to locate suitable services and funding for them while also 

maintaining the family routine (Codd & Hewitt, 2021; Schneider et al., 2006). Coordinating 

services and managing budgets and funding processes are particularly complex for families 

(Jacobs et al., 2018). This may be exacerbated by the increased complexity in transition 

planning for people with intellectual disability, including the need to navigate complex adult 

service systems comprising disparate and fragmented service providers that offer a broad 

range of options (Foley et al., 2012). External factors such as what funding and services are 

available, also greatly influence the options available to families (Jacobs et al., 2020) and 

therefore the decisions they make. The need to source funding for the post-school adult 

services their young people require and uncertainty about whether that funding would be 

secured were sources of stress (Dyke et al., 2013). Delays in employment opportunities being 

available, along with part-time and insecure employment, also resulted in a need to ‘fill up the 

rest of the week’ (Dyke et al., 2013, p. 153). 

Finally, research has consistently found that students with disabilities are less likely to 

take leadership roles in their transition planning (Shogren & Plotner, 2012), or to be involved 

in any meaningful way at all (Jacobs et al., 2018). In one Australian study, less than two thirds 

of young people with intellectual disability were involved in planning their transition process 
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(Leonard et al., 2016). Instead, school-based personnel planned their transitions, often with 

little involvement of external agencies. 

Increasingly, expectations for young people with moderate and severe intellectual 

disability are changing, with higher expectations about their involvement in community-based 

economic participation activities post-school. This has resulted in a recognition of the need to 

expand the framework for transition because of its increasing complexity and the way in which 

it occurs over time and across settings and domains (Trainor et al., 2019). It is increasingly 

recognised that normative contemporary transition represents both processes and results, and 

has been influenced by the complexity of the postmodern world, which has challenged the 

usefulness of stage-based, age-linked theories of career development (Ashton & Ashton, 2016; 

Walsh et al., 2019; Wehmeyer et al., 2019). Transition for young people, including people with 

intellectual disability, is increasingly fluid, with multiple transitions that occur over a longer 

period of time, including a higher propensity to undertake post-school education, to travel and 

to change course throughout young adulthood (Arnett, 2000; Walsh et al., 2019). There is thus 

an increasing need to understand the practices that support post-school success for young 

people with intellectual disability and to ensure that they are widely available. 

3.3 Evidence-based transition predictors and practices 

As described in Chapter 2, operational transition models historically transferred young people 

with intellectual disability from school to a post-school adult service when they aged out of 

school (Kaehne, 2013; McMahon et al., 2020; Papay & Bambara, 2014). At the time, this 

process met the need of ensuring an appropriate post-school placement. In contemporary 

society, however, post-school goals and expectations for young people with intellectual 

disability are increasingly aligned with those of typically developing young people (Bouck et al., 

2020). Transition to paid work post-school has been a focus in the Australian context, given its 
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normative role in young people’s lives and the benefits it provides. Transition to post-school 

education has also been a focus in the United States, especially for underrepresented groups 

such as young people with intellectual disability, as it is a normative pathway to paid 

employment (Grigal & Dwyre, 2010; Moore & Schelling, 2015). According to Mazzotti et al. 

(2009), 

The primary purpose of transition planning is to clearly define the student’s 

postsecondary goals by addressing and defining student strengths, needs, and desires 

to develop an appropriate curricular plan, including academic and functional 

coursework and community-based instruction necessary to meet postsecondary goals. 

(p. 45) 

Shogren and Wehmeyer (2020) focus attention on the importance of transition planning for 

young people with disability, stating that ‘21st century academic and work skills coupled with 

self-determination and family involvement are imperative for all youth to live as productive 

citizens and are inherently embedded in the field of transition’ (p. 21). 

Coinciding with the introduction of human rights-based policy settings, the Individuals 

with Disabilities Education Act 1990 in the United States and increased awareness of the 

importance of quality of life for people with disability, a large body of research has emerged. 

This literature is primarily from the United States and the United Kingdom and focuses on both 

desired post-school outcomes and the practices that promote their achievement since the 

1980s (Carter et al., 2011b; Haber et al., 2016; Halpern, 1985; Hudson, 2006; Kohler, 1996; 

Kohler et al., 2016; Mazzotti et al., 2021; Meadows et al., 2006; Sheppard et al., 2017; Test et 

al., 2009; Wehmeyer & Webb, 2011). The majority of this research has been correlational and 

quasi-experimental studies, often drawing from the National Longitudinal Transition Study 

(NLTS), with very few randomised controlled studies (Haber et al., 2016; Mazzotti et al., 2021; 

Test et al., 2009). Synthesised research has used the National Technical Assistance Center on 
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Transition’s quality indicators for correlational and qualitative research, assessing practice as 

evidence-based, research-based or promising based on peer-reviewed research that meets the 

criteria to be considered scientifically-based and peer-reviewed research in secondary special 

education and transition (National Technical Assistance Center on Transition, 2019). High-

quality correlational research is considered Tier 3 for promising evidence (Every Student 

Succeeds Act 2015). Predictors of post-school success should therefore be treated with caution 

when used as interventions, because the Institute of Education Sciences does not consider Tier 

3 as providing evidence of effectiveness (Institute of Education Sciences: What Works Clearing 

House, 2020). 

The following discussion explores ‘best practices’ for young people with disability 

broadly, as these predict post-school success. Research has focused on identifying ‘in-school 

predictors’ of post-school success to enable the design, evaluation, and improvement of 

transition programs (Mazzotti et al., 2021). Over time, combinations of in-school predictors 

have become known as best practices. The impact of best practices on the post-school 

outcomes of students with disability, including employment, post-school education and quality 

of life, have been studied utilising data from the NLTS (Wagner et al., 2005). 

The earliest lists of best practices in transition from school for people with disability 

generally began to be published in the 1980s and 1990s. They were developed by analysing 

exemplary programs, surveying teachers and reviewing the literature (Test et al., 2009). This 

early body of research resulted in the development of Kohler’s Taxonomy for Transition 

Programming (Kohler, 1996), a system of classification to organise and guide delivery of 

transition practice for students with disability, including intellectual disability, in school 

settings (Haber et al., 2016; Kohler, 1996; Kohler & Field, 2003). Originally developed based on 

four research and evaluation studies, the Taxonomy was re-evaluated in 2003 and again in 
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2016 (Kohler & Field, 2003; Kohler et al., 2016), when the second version was released. It is 

divided into five practice areas: student-focused planning; student development; family 

engagement; collaboration; and program structure. The practices contained within each area 

focus on what Kohler and Field (2003) refer to as ‘transition focused education’: that is, an 

education program in the later years of high school that supports the attainment of 

appropriate post-school outcomes. In summarising what is known, Kohler et al. (2017) state: 

Over more than three decades, transition practices research has demonstrated that 

post-school outcomes of students with disabilities improve when educators, families, 

students, and community members and organizations work together to implement a 

broad perspective of transition planning, more appropriately referred to as transition-

focused education. (p. 2) 

There continues to be wide agreement in the literature that Kohler’s Taxonomy for Transition 

Programming comprehensively describes substantiated good practice as it relates to transition 

for students with disability. For example, Haber et al. (2016) undertook a meta-analysis that 

found evidence for the descriptiveness of taxonomy categories, with student-focused 

planning, collaboration and family involvement being of particular interest. Test et al. (2009) 

used the Taxonomy to organise the 16 best practices identified from their review of the 

literature. The Taxonomy has been used extensively in the US to develop transition-related 

tools and benchmarks, including the national post-school dataset (National Center for Special 

Education Research, n.d.). The revised Taxonomy for Transition Programming (Kohler et al., 

2016) has maintained the five primary practice categories while adapting each to reflect new 

transition research and practice that has demonstrated efficacy. Within each primary practice 

area, it identifies specific practices that support effective transition education (Kohler et al., 

2016). 
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Since 2009, research has focused on understanding which practices are more effective 

based on the evidence, for which cohorts, and in which contexts, as well as how effective 

practice can be made available to young people with disability, particularly in school settings 

(Haber et al., 2016). Much of it has focused on identifying predictors of post-school success 

(Haber et al., 2016; Kohler et al., 2016; Mazzotti et al., 2021; Test et al., 2009) as well as 

effective practices in transition planning (Foley et al., 2013; Kohler et al., 2017; Landmark et 

al., 2010; Luecking & Luecking, 2013). Reviews of the literature (Baer et al., 2011; Cobb et al., 

2013; Kohler et al., 2016; Mazzotti et al., 2021; Test et al., 2009) and one meta-analysis (Haber 

et al., 2016) have identified 23 in-school practices that are considered evidence-based, 

research-based or promising in terms of predicting post-school outcomes for young people 

with disability generally. Mazzotti et al. (2021) recently reviewed and updated the evidence for 

youth with disability broadly, which is summarised in Table 3.1 below. Each practice is aligned 

with the level of evidence supporting it, using the National Technical Assistance Centre on 

Transition’s rating criteria. 
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Table 3.1  

In-school predictors of post-school success  

(from Mazzotti et al., 2021) 

In-school practices that predict post-
school success for people with disability 
(pan-disability) 

Evidence level for item as a predictor of outcome 
*** Evidence-based; ** Research-based, * Promising 

Outcome 
Post-school 
employment 

Post-school 
education 

Independent 
living 

Career and technical education 
(previously vocational education) 

***  **   

Career awareness *  *   
Community experiences *    
Exit exam/high school diploma status *    
Goal-setting  **   
Inclusion in general education **  ** ** 
Interagency collaboration *  *   
Occupational courses  *  *   
Paid employment/work experience **  **  *  
Parent expectations ** *   
Parent involvement  *   *  
Program of study **  **  
Psychological empowerment * *  
Self-care independent living skills * * ** 
Self-determination/self-advocacy ** ** * 
Self-realisation * *  
Social skills * *  
Student support ** * * 
Technology skills *   
Transition program ** ** * 
Travel skills  *  
Work study **   
Youth autonomy/decision-making ** ** * 

 

Additional characteristics such as functional academic skills, high school completion, family 

income, ethnicity and whether the school setting was urban or rural were also found to be 

significant predictors of at least one outcome (Papay & Bambara, 2014). In addition, policies at 

state or district level, recommendations for systemic change, and post-school services and 

supports were found to be predictors of post-school outcomes for students with disability 

(Certo et al., 2003; Rusch et al., 2009). 
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In describing ‘best practices’ in transition, Papay and Bambara (2014) focus on 

essential components both in planning and support provision. They note that ‘these practices 

represent alterable variables that schools can implement to increase the chances of success of 

youth with intellectual disabilities over and above unalterable variables, such as the 

characteristics of youth or their families’ (Papay & Bambara, 2014, p. 136). This distinction 

between alterable and unalterable variables is important, as characteristics that are 

considered unalterable, such as socioeconomic status, parents’ level of education and parent 

expectations, were considered the most important predictors of post-school outcomes by 

early researchers such as Heal and Rusch (1995). 

Despite extensive research into understanding the barriers and facilitators of economic 

participation for people with intellectual disability, concern about translating research to 

practice remains (Stoneman, 2009). In particular, a lack of uniformity in the application of 

evidence-based practice for supporting young people with disability who are transitioning 

from school reduces economic participation outcomes for young people with intellectual 

disability (Department for Work and Pensions, 2011; Diallo et al., 2014; Inge et al., 2016; 

Sherman et al., 2018). Transition planning is often treated as an add-on, or a tick-box exercise 

designed to meet the requirements of the law (Herbert et al., 2010), with a ‘lack of focus on 

integrated employment options during the transition from school to adult life and in adult 

service systems’ (Shogren et al., 2019, p. 22). Miller-Warren (2015), in her analysis of the 

quality of transition plans prepared for 39 American students with disabilities, found that plans 

were not well-written, with sections left blank or completed in a pro forma way – that is, they 

were not written for the particular student. Students with intellectual disability also had less 

contact with external professionals such as vocational rehabilitation providers during their 

transition planning and in developing their Individual Employment Plans (IEP), despite 
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interagency collaboration being a predictor of post-school success (Grigal et al., 2011; Shogren 

& Plotner, 2012). 

The Australian transition research base is small (Beamish et al., 2012; Foley et al., 

2012; Meadows, 2009; Meadows et al., 2006), with very few peer-reviewed studies specifically 

addressing transition to economic participation for young people with intellectual disability. Xu 

and Stancliffe (2019) published peer-reviewed data about the NSW-based Transition to Work 

program, and the NDIA has released employment outcome data for the NDIS cohort, including 

for the SLES program (NDIA, 2020). Recent evaluation research data from the Australian Ticket 

to Work (TTW) model, which has drawn strongly on the international peer-reviewed literature, 

has shown efficacy for the model, but is yet to be peer reviewed itself (ARTD Consultants, 

2019b). In addition, an evaluation of one Transition to Work provider predominately focused 

on intellectual disability has been undertaken, though this was also not peer reviewed (Riches, 

2014). 

3.4 Best practice in transition for young people with intellectual disability 

While higher expectations about post-school economic participation for young people with 

intellectual disability are still relatively new (Martinez et al., 2012), they have created a shift in 

thinking about the role transition planning plays in supporting their post-school economic 

participation, along with the factors that result in post-school success. Shogren et al. (2019) 

noted the critical need for ‘the implementation and evaluation of evidence-based transition 

practices to enhance the postschool employment outcomes of youth with intellectual 

disability’ (p. 3). However, despite the large body of research regarding young people with 

disability generally, there remains a lack of clarity in relation to whether recommended school-

based best practices for transition do predict post-school outcomes for people with 

intellectual disability (Papay & Bambara, 2014), and the question of which practices best 
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prepare young people for post-school economic participation remains unanswered (Bigby & 

De Losa, 2021). This is in part due to the reliance on correlational studies rather than 

experimental studies, and the low number of studies that focus attention on highly influential 

factors such as interagency collaboration (Haber et al., 2016). In addition, models of transition 

have tended to focus on evidence-based practices that improve transition outcomes for all 

students. However, as Flexer et al. (2011) identified, characteristics such as gender, minority 

status and disability level strongly influence the effectiveness of the evidence-based predictors 

identified by the NSTTAC meta-analysis. This suggests that there is a need to develop 

theoretical transition models that take these factors into account, for example for young 

people with intellectual disability. 

The literature reviewed in Part 3.3 focused on understanding which transition planning 

practices were supported by research evidence and how to ensure that good practice was 

widely available to students within school settings (Kohler, 1996; Mazzotti et al., 2021; Test et 

al., 2009). However, it was broadly-based, and tended toward positioning students with mild 

to moderate intellectual disability as a component of the broader cohort of students with 

disability. Recently, a number of authors have focused attention on students with intellectual 

disability specifically, including students in special education settings (Bouck, 2012; Carter et 

al., 2012; Papay & Bambara, 2014; Park & Bouck, 2018). Correlational studies utilising NLTS 

data have identified a number of practices that are predictive of improved post-school 

outcomes, including employment, independent living and quality of life, for young people 

with intellectual disability (Baer et al., 2011; Carter et al., 2012; Kraemer et al., 2003; Papay & 

Bambara, 2014). 

Papay and Bambara (2014) focused attention on the evidence identifying predictors of 

positive post-school outcomes for young people with intellectual disability using NTLS 
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outcome data. They initially identified seven common best practices that support transition 

success for students with disability generally. These are: 

• youth involvement in transition planning and other strategies to develop self-

determination; 

• family involvement in transition planning; 

• individualised planning for transition; 

• instruction and experiences that prepare youth for employment, including 

vocational education and work experiences; 

• instruction and experiences that prepare youth for independent living, including a 

functional life skills curriculum and community-based instruction; 

• general education participation and age appropriate inclusion with peers without 

disabilities; and 

• interagency involvement and collaboration (Papay & Bambara, 2014). 

Notably, these practices support the five primary practice categories of Kohler’s Taxonomy. 

For youth with intellectual disabilities, four practices in particular were found to be predictive 

of post-school outcomes including employment, independent living, and quality of life. These 

were: 

• work experiences; 

• inclusion in general education; 

• family involvement; and 

• preparation for independent living through life skills instruction or community-based 

instruction (Papay & Bambara, 2014). 
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Papay and Bambara (2014) clustered predictive activities or components into five sets of ‘best 

practice’ which each comprise of a number of components. While they note the lack of 

consistent use of the ‘best practice’ term, they emphasise the need to focus attention on 

making practice that is associated with successful post-school outcomes available to young 

people. They examined whether the use of the five best practices predicted successful post-

school outcomes for young people with intellectual disabilities beyond what would have been 

achieved via the effect of ‘unalterable’ individual, family and school characteristics such as IQ, 

school completion, family income and education levels, and expectations about post-school 

education and training. The five best practices draw from the seven best practices identified in 

the previous literature. They are: 

• youth involvement; 

• family involvement; 

• work experience; 

• life skills instruction; and 

• interagency collaboration. 

Papay and Bambara (2014) chose to exclude ‘inclusion in general education’ and ‘transition 

planning’ from their analysis due to the poor quality of the data available. 

Papay and Bambara (2014) undertook regression analysis using US national data from 

the National Longitudinal Transition Study-2 (NLTS2) to examine two- and four-year 

employment, education, enjoyment of life and social inclusion outcomes for a cohort of 

students with intellectual disability. They found that characteristics and best practice school 

program variables predicted the outcomes in combination. Characteristics including high 

school completion, family income, parent expectations for employment, parent expectations 

for post-secondary education, and living in an urban area were found to be significant 
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predictors of at least one outcome. The addition of the five best-practice school program 

variables (youth involvement, family involvement, work experience, life skills instruction and 

interagency collaboration) contributed to a significant improvement in the prediction of two-

year and four-year employment, post-secondary education, and enjoyment of life outcomes. 

Their findings are discussed in detail in the summary of evidence for best practice in transition 

for young people with intellectual disability below. 

3.4.1 Youth involvement in transition planning and self-determination strategies 

Youth involvement in transition planning has been identified as a significant predictor of 

successful post-school outcomes for students with intellectual disability. Papay and Bambara 

(2014) found that youth with intellectual disability who were involved in their transition 

planning were five times more likely to be employed two years post-school. This aligns with 

previous research findings that effective early transition planning which involves students, 

particularly in their Individual Education Plan (IEP) meetings, is a key strategy (Kohler et al., 

2016; Mazzotti et al., 2012; Test et al., 2009; Winn & Hay, 2009). Youth involvement is 

particularly important when it occurs before the students are in the last stages of their 

education, commencing at age 14 (Kohler et al., 2017). One key strategy is enabling young 

people, specifically vulnerable people such as those with intellectual disabilities, to explore the 

conditions that foster healthy development and functioning and support them to decide what 

they want, rather than having external providers plan for them (Foley et al., 2012). 

Self-determination is defined as ‘acting as the primary causal agent in one's life and 

making choices and decisions regarding one's quality of life free from undue external influence 

or interference’ (Wehmeyer, 2003, p. 177). Promoting self-determination is an emerging area 

of interest, particularly with young people with intellectual disability, which has been 

highlighted as a critical element in optimising outcomes in their process of transition from 
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secondary school to adulthood, particularly in the United States (Foley et al., 2012; Hagiwara 

et al., 2019; Laragy, 2004; Stancliffe et al., 2020). For example, Benitez et al. (2005) found that 

teaching self-determination skills in high school was positively correlated with improved post-

school outcomes for students with disability, and Wehmeyer and Palmer (2003) found that 

self-determination skills in high school were significant predictors of post-school education and 

independent living success. 

More recently, there has been increasing interest in the use of the Self-Determined 

Learning Model of Instruction (SDLMI), an evidence-based practice for teachers with a focus on 

setting and attaining educationally relevant goals (Shogren et al., 2019). There is evidence of 

the SDLMI’s efficacy for young people with intellectual disability, including a recent large study 

which found that self-determination status at school exit predicts more positive adult 

employment and community participation outcomes both one and two years post-school 

(Shogren et al., 2019). 

Self-determination strategies, particularly in regard to career planning and 

employment, are evolving for young people in general and more specifically for those with 

intellectual disability. The modern job market is unsettled and fluid, and young people are 

expected to have multiple jobs across their lifespan, essentially selling their services and skills 

within a competitive labour market (Savickas, 2012). Therefore, people with intellectual 

disability must be prepared for this new landscape. There is growing interest in the US in 

career design based around career construction theory, which has a central premise that 

careers are constructed – ‘that individuals build careers through personal constructivism and 

social constructionism’ (Savickas, 2005, p. 147). This focuses attention on career adaptability 

and person-environment fit, and emphasises the need for approaches that enable young 

people to construct their work narrative and work towards the achievement of goals. Dean, 
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Shogren, Wehmeyer et al. (2018) used the Self-Determined Career Design Model (SDCDM) and 

job development activities in a community service agency to promote integrated employment 

for 12 people with intellectual disabilities. There was a strong focus on fully involving these 

individuals in the career design process, focusing on strengths and identifying environmental 

supports. The program drew from best practice to support the participants’ self-

determination, job development and career design. On completion of the program, all but 

three were employed in a community-based job, working an average of ten hours per week. 

According to researchers, the model, when used in conjunction with employment supports, 

enables full involvement of the person with intellectual disability in the career design process 

(Dean et al., 2018; Hagiwara et al., 2019). 

Building on career design, ‘life designing’ (Nota & Rossier, 2015; Savickas et al., 2009) 

has emerged as a new model for career development and guidance that widens the focus from 

work to life. Life designing shifts the focus from development to the more active notion of 

designing one’s life, promoting skills and competencies in life planning and considering the 

role of work within the broader life (Wehmeyer et al., 2019). Shogren and Wehmeyer (2020) 

state that 

Planning for a job can no longer be the target; instead, designing a career (and life) 

characterized by the ability to adapt to changes that will continue to emerge both in 

the work sector as well as in the communities within which we live is a necessity. (p. 1) 

Life designing recognises that in modern society, different life domains are interconnected 

(Savickas et al., 2009). It draws strongly from a constructivist perspective, recognising that 

most people no longer continuously work within one specific industry, and goes beyond career 

construction by attending to self-construction through all life roles, because for some people 

work may not be the salient role (Savickas et al., 2009). Rather, people need to ‘develop a 

work-related identity through engagement in many employment and life-related activities, to 
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design, in essence, one’s work life and other life areas’ (Savickas et al., 2009, p. 244). Life 

design models are therefore lifelong, holistic, contextual and preventative (Dean et al., 2018). 

Life designing enables the focus to be on the young person’s life themes, vocational 

personality, positive resources and subjective identity as well as their career and life goals 

(Wehmeyer et al., 2019). 

3.4.2 Family involvement in transition planning 

Family involvement in transition planning is a significant predictor of post-school success 

(Gilson et al., 2018; Kohler et al., 2016; Pleet-Odle et al., 2016), particularly in relation to post-

school education (Papay & Bambara, 2014). Family involvement generally refers to family 

members’ involvement in developing individual education plans and post-school goal-setting 

(Papay & Bambara, 2014), although there is increasing recognition of the role they play in 

supporting economic participation post-school (Hirano & Rowe, 2015). Family-centred 

transition planning particularly impacts on expectations for the future among both parents and 

young people, and improves self-determination and employment-related decision-making 

(Kohler et al., 2016; Meadows, 2009). 

Hagner et al. (2012) delivered structured training, individualised planning sessions and 

follow-up support to families of young people with Autism in the United States. Involvement in 

the intervention resulted in significant increases in student and family expectations for the 

future, as well as improved student self-determination and career decision-making. Hirano and 

Rowe (2015) developed a model focused on the role of families both in high school and 

beyond. Parents were found to have significant roles as decision-makers and collaborators, as 

well as in advocating for their child, supporting self-determination and supporting young 

people to develop independent living and social skills. Increased family involvement resulted in 

increased access to information about the options and programs young people could engage 
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in, such as vocational programs. In addition, family members developing advocacy skills was 

identified as helpful in navigating complex adult systems. 

Pleet-Odle et al. (2016) likewise found that strategies to involve parents in transition 

planning improved outcomes. For example, providing training and information sessions linking 

families to family support groups that could support the development of a strong vision was 

important, as was partnering with families to identify positive role models, including people 

with disability who are employed. Ensuring that interactions are culturally appropriate and 

respectful, and that planning starts early and involves families in all its aspects, including 

supporting them to create networks in the community and build independence in the 

community, were important factors. 

3.4.3 Work experience 

Numerous studies (Test et al., 2009; Test et al., 2014; Wehman et al., 2014) have associated 

work experience with positive employment outcomes for students with disability, particularly 

intellectual disability. Work experience includes short on-the-job tasters, internships, work 

sampling, paid work and unpaid work. Papay and Bambara (2014) found it to be statistically 

significant for three post-school outcomes for youth with intellectual disability and practically 

significant for another three; however, these tended to be non-employment outcomes, such 

as life satisfaction. However, it was also a predictor of employment two to four years post-

school (Papay & Bambara, 2014). Jun et al. (2015) found that for students with cognitive 

disability, participation in school transition programs including Project SEARCH (a structured 

school-based internship program) positively predicted employment outcomes. Project SEARCH 

reports that over two thirds of its participants have a paid employment outcome on 

completion of the program (Project SEARCH, n.d.). In addition, longitudinal data indicates an 
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overall outcome rate of 83% among program participants with intellectual and developmental 

disabilities (Christensen & Richardson, 2017). 

Unpaid work experience can also be a pathway to paid work experience. Carter et al. 

(2011a) found that students with intellectual disability who participated in internships and 

other work preparation programs gained more paid work experience. This is important 

because paid work experience more strongly predicts later paid employment: multiple studies 

(Carter et al., 2011a; Carter et al., 2012; Wehman et al., 2014) have analysed US national data 

(NLTS-2) which strongly suggested that youth with intellectual and developmental disability 

who had paid work experience during their schooling were more likely to have a paid job after 

graduation. Likewise, Luecking and Luecking (2013) found that while work experience was the 

single most important predictor of later work for students with intellectual disability, the 

impact doubled if they had paid work. Carter et al. (2012) also found paid work, either school-

sponsored or in community employment, was associated with employment post-school. 

Work experience has a range of benefits for young people with intellectual disability 

that may support later employment, including influencing parental expectations (Blustein et 

al., 2016; Carter et al., 2017; Luecking & Luecking, 2013; Lysaght et al., 2017). Blustein et al. 

(2016) found that early hands-on work experience in the community predicted higher parental 

expectations of full-time employment for their children post-school. A number of state-based 

strategies in the US, such as Tennessee Works (Carter et al., 2017) and The Let’s Get to Work 

Wisconsin program (Molfenter et al., 2017), have focused on early work experience as a way 

to change attitudes about students with intellectual disability’s post-school outcomes. 

Lindstrom et al. (2014) reported that structured and well-supported work experience helped 

young people learn about work, develop soft skills and task skills and become more 

independent in the workplace. Work experience has also been identified as a strategy to 
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promote self-determination. When linked to IEP and goals it can be used as an assessment 

tool. It also builds confidence and helps to identify young people with intellectual disability’s 

strengths and interests as well as supporting understanding of the accommodations they need 

(Dean et al., 2018). 

Not all studies support work experience as a predictor of later employment for young 

people with intellectual disability specifically, potentially due to the quality of the work 

experience provided. Baer et al. (2011) found that school-arranged work was not significantly 

related to post-school employment for students with significant disability. Likewise, Daviso et 

al. (2016), who investigated the impact of school-arranged work and work experience for 

students in the USA with different disabilities, found that neither significantly predicted 

employment outcomes for students with intellectual disability. This could be due to unpaid 

work experience being poorly structured or poorly supported. For example, Jun et al. (2015) 

and Molfenter et al. (2017) found that participating in more highly structured school-

sponsored work and unpaid internships positively predicted employment outcomes for 

students with intellectual disability. 

3.4.4 Preparation for independent living through life skills instruction or community-
based instruction 

Life skills instruction, including learning banking, food preparation and cooking, grocery 

shopping, home maintenance and laundry skills, was a strong predictor for post-school 

education for students with intellectual disability (Papay & Bambara, 2014) and also predictive 

of post-school outcomes more generally (Baer et al., 2011; Carter et al., 2012; Gilson et al., 

2017; Kraemer et al., 2003). In contemporary society, information technology skills were also 

found to be important for young people with intellectual disability (Szidon et al., 2015). 

Students’ communication and self-care skills, and their ability to independently travel outside 
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the home, significantly increased their odds of getting paid work experience (Carter et al., 

2011b), which is a predictor of post-school paid employment. 

3.4.5 Interagency involvement and collaboration 

There is increasing interest in the role interagency collaboration plays in supporting post-

school success for young people with intellectual disability and increasing evidence that 

additional focus on the role of collaborative structures is needed (Haber et al., 2016; Kohler et 

al., 2016; Meadows, 2019; Papay & Bambara, 2014; Sheppard et al., 2017). Interagency 

collaboration describes coordination between education agencies and adult services, including 

employment-related service providers (Plotner et al., 2018). Haber et al.’s (2016) meta-analysis 

found that student development and program structure were weak predictors of post-school 

success for students with intellectual disability, recommending a shift in focus from these to 

multi-stakeholder collaboration. In the United Kingdom, there has been a shift away from 

practical/operational transition to multi-agency/multi-stakeholder transition, because of the 

improved outcomes young people achieve (Hudson, 2006; Kaehne, 2013). Papay and Bambara 

(2014) found that interagency collaboration was a statistically significant predictor of one non-

employment-related outcome for young people with intellectual disability and an important 

predictor of four employment-related outcomes, including four-year employment and post-

school education. Kohler et al. (2016) strengthened the focus on interagency collaboration in 

their 2016 update to the Taxonomy for Transition Programming. Importantly, collaboration 

was found to increase when key roles were undertaken by dedicated transition support 

coordinators rather than school teachers, due in part to the transition support focus of their 

role (Plotner et al., 2018). 

Recently there has been a focus on state-wide, collaborative system change models to 

increase competitive employment outcomes for young people with intellectual disability in the 
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US. For example, the Mississippi Partnerships for Employment (Hughes Jr, 2017), Tennessee 

Works (Carter et al., 2017) and Let’s Get to Work Wisconsin (Molfenter et al., 2017) have 

achieved higher rates of competitive employment for young people with disability, including 

intellectual disability, than states without them. The projects have a system-wide focus, are 

collaborative and have the goal of increasing the number of people with intellectual and 

developmental disabilities who are employed. Let’s Get to Work Wisconsin addressed low 

rates of employment for this cohort using four interconnected strategies. Firstly, it built a 

consortium of key stakeholders whose role was to identify policy issues, including a specific 

‘youth track’ to identify issues from a young person’s perspective. Secondly, a policy team 

developed strategies to implement identified policy changes. Thirdly, school pilot sites 

implemented evidence-based practices and identified barriers to employment. Lastly, coaches 

provided intense, on-site technical assistance to the school sites. State-wide targets were set 

and an annual ‘expect work’ report was presented to the government (Molfenter et al., 2017). 

Let’s Get to Work Wisconsin increased students with disability’s participation in paid 

employment during school from 11.5% to 73% over three years (Molfenter et al., 2017). 

In addition, post-school models such as the rural community change model have 

brought together young people, families, service providers and employers to deliver evidence-

based practice and create integrated employment opportunities for young people with 

intellectual disabilities (Shogren et al., 2017). In alignment with Let’s Get to Work Wisconsin, 

this collaborative model used multiple integrated strategies to bring about change, including 

implementing customised employment, the Discovery process, and the SDCDM. In addition, 

the model addressed environmental barriers through capacity building, including delivering 

training and ongoing support in implementing customised employment, and the SDCDM 

within both support-provider organisations and the community more broadly. Employers were 

engaged through an Active Employer Council, and the model utilised flexible funding 
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strategies. Overall 88 support providers and community members were trained in the model 

(Shogren et al., 2017). 

In Australia, local collaborative structures such as Ticket to Work (TTW) and the Integrated 

Practical Placement (IPP) program are emerging (Wakeford & Waugh, 2014; White et al., 

2019). Both models have drawn on the international literature to create bespoke models for 

the Australian context. TTW is focused on supporting young people with disability as they 

transition from school, creating networks in 31 local areas across Australia. Its collaborative 

structures support students with disability, approximately half of whom attend special schools 

(ARTD Consultants, 2019b), when transitioning from school. Each place-based TTW network 

involves young people, family members, schools, employers, employment agencies and 

training providers in planning for post-school economic participation. In addition, TTW builds 

the capacity of service providers and the broader community by delivering training, resources 

and support (Wakeford & Waugh, 2014). Data from TTW networks indicates that involvement 

in the network leads to increased paid employment and enrolment in post-school education, 

and a reduction in transition to ADEs and day centres (ARTD Consultants, 2016, 2019b). A 2019 

evaluation using comparison data derived from the Household, Income and Labour Dynamics 

in Australia (HILDA) Survey, found program participants were more than twice as likely to be 

employed and significantly less likely to not be either working, studying or training post-school. 

Participants also had higher rates of high school completion and post-school education. 

Importantly, TTW participants were twice as likely to obtain further qualifications as the 

comparison group (ARTD Consultants, 2019b); however, the TTW data was drawn from a small 

sample. In addition, TTW has been found to be effective at supporting collaborative 

approaches at the system level in order to improve economic participation outcomes for 

young people involved in its networks (ARTD Consultants, 2019a). For example, employment 
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services and TAFE colleges have supported young people with disability to undertake school-

based apprenticeships and traineeships. 

In Victoria (Australia), the pilot IPP program created a collaboration between a major 

hospital, a training provider and an employment agency. Based on the Project SEARCH model, 

ten young people undertook a one-year internship program that combined classroom-based 

instruction and on-the-job work experience. Aligned with Project SEARCH outcome data, 80% 

of participants were in paid employment at the end of the program (White et al., 2019). 

3.4.6 Parental expectations 

Parent expectations can be described as the broad ideas parents have about what is realistic 

for their child’s future (Martinez et al., 2012). Parents play a key role in shaping visions for 

young people with intellectual disability, for example by modelling of work roles (Hall et al. 

2018), and their expectations are influenced by a range of factors including access to 

information and involvement in transition planning (Martinez et al., 2012). In addition, 

inclusion in mainstream education positively impacts parents’ expectations about and desire 

for post-school education for their children with intellectual disability (Martinez et al., 2012).  

There is a large literature on the direct impact of parent expectations on young people 

with intellectual disability’s later economic participation (Carter et al., 2017; Kirby et al., 2019; 

Southward & Kyzar, 2017). Several studies (Carter et al., 2017; A. Hall et al., 2018; Papay & 

Bambara, 2014) report that parental expectation is the greatest predictor of paid work for 

people with intellectual disability. For example, Papay and Bambara (2014) found parental 

expectations for post-secondary education and employment to be the most significant 

predictor of employment and post-school education outcomes, and Carter et al. (2012) 

compared employment rates for young people with intellectual disability whose parents 

expected them to be employed and those who didn’t and found that parental expectations of 
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post-school employment resulted in employment rates 58 times greater two years post-high 

school, a figure that was largely maintained between two and four years post-school. 

Supporting families in developing high expectations about work for young people with 

intellectual disability is most effective when the support is provided early, and the high 

expectations are continually reinforced (Blustein et al., 2016; Francis et al., 2018). For example, 

providing families with structured training and support to develop advocacy skills and learn 

how to navigate systems has been effective in raising expectations (Francis et al., 2013; Roy, 

n.d.). In addition, providing access to mentors and others with shared experience raises 

expectations (Carter et al., 2017; Francis et al., 2013). 

High expectations lead to young people with intellectual disability having access to 

more opportunities, such as undertaking work experience and particularly paid work 

experience (Carter et al., 2011a). In addition, parents who hold high expectations about their 

young people’s self-sufficiency actively tend to work towards that goal, for example by 

ensuring that they develop independent living skills (Francis et al., 2018). 

3.5 Evidence about post-school pathways to community-based employment 

An extensive research base has emerged, particularly from the United States, that identifies 

evidence-informed post-school pathways to community-based integrated employment for 

people with intellectual disability. In particular, the provision of employment supports, 

customised employment, internship experiences and post-secondary education, including at 

college level, have been identified as supporting economic participation for this cohort 

(Wehman et al., 2018). The literature review will now focus on the evidence that relates to 

each of these. 
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3.5.1 Post-school education 

Increasingly, post-school education is recognised as a normative pathway to higher 

employment outcomes for young people post-school (Grigal & Hart, 2010). It therefore 

represents a potential pathway to employment for people with disabilities (Grigal, Dukes, et 

al., 2021; Migliore & Butterworth, 2009; Wehman et al., 2018). Despite this, research on post-

school education for young people with intellectual disability is currently lacking (Wehman et 

al., 2018). The overwhelming majority of the available literature is descriptive in nature 

(Moore & Schelling, 2015), and provides little understanding of how post-school education 

specifically impacts on employment rates, or how the various practices used in post-school 

education programs impact employment outcomes (Grigal et al., 2012). More recently, 

however, Dukes et al. (2017) developed The Postsecondary Access and Student Services 

Taxonomy in order to provide a ‘tool for organizing the extant and future literature base on 

postsecondary level students with disabilities’ (p. 114). Whirley et al.’s (2020) review of the 

literature specifically related to young people with intellectual disability found support for 

elements of the Taxonomy such as Student-Focused Support, which they reported included 

academic skills, independent living, behavioural, social and vocational domains. 

Early interest in improving inclusive post-school education opportunities began in 

Canada, driven by notions of normative pathways and life avenues that are ordinarily pursued 

by individuals without disability (Uditsky & Hughson, 2012). Research into improving post-

school education opportunities for people with intellectual disability began to gain momentum 

in 2004, when a number of demonstration projects commenced across the United States 

(Grigal, Dukes, et al., 2021). It was further strengthened following the passing of the Higher 

Education Opportunity Act in the US in 2008 (Whirley et al., 2020), and in 2010 a model 

demonstration program was developed in order to expand inclusive higher education options 

for people with intellectual disability. The Transition and Postsecondary Programs for Students 
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with Intellectual Disability (TPSID) was subsequently piloted, and funding was also made 

available to provide technical support to families and colleges (Grigal, Hart, et al., 2021). 

Several authors have subsequently focused on post-school education for students with 

intellectual disability (Grigal, Dukes, et al., 2021; Grigal & Dwyre, 2010; Moore & Schelling, 

2015). 

One strategy to increase young people with intellectual disability’s involvement in 

post-school education is college-based transition programs, in which transition-aged students 

are enrolled in school and at college simultaneously (Grigal & Papay, 2018). The in-school 

predictors of post-school success outlined previously (see Table 3.1), including interagency 

collaboration, career awareness and occupational readiness courses, have been found to be 

more prevalent in college-based transition services than in conventional school-based ones 

(Grigal, Dukes, et al., 2021). In addition, evaluations demonstrate substantial gains in 

employment outcomes for students undertaking these programs (Moore & Schelling, 2015). 

In the US, 305 colleges provide post-secondary education programs to approximately 

6440 students with intellectual disability (Think College National Coordinating Center 

Accreditation Workgroup, 2021). Students are enrolled in fully inclusive programs alongside 

students without disability, in hybrid programs that combine inclusive and segregated 

activities, and in segregated programs that are taught on college campuses (Grigal et al., 2012; 

Hart, 2006). Moore and Schelling (2015) examined college programs for young people with 

intellectual disability and found that almost all of their students were enrolled in community-

based vocational training or college-based education rather than non-vocational community 

access programs. A later follow-up study suggested that students with intellectual disability 

attended college campuses primarily for the purpose of accessing opportunities for vocational 

training and employment. Participation in post-secondary education significantly increases the 
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odds of students with intellectual disability successfully gaining employment (Grigal et al., 

2011), and although the data is recent and not sizeable, college experiences seem to provide a 

viable and unique pathway to community-based integrated employment (Grigal et al., 2015; 

Moore & Schelling, 2015; Ross et al., 2015). Moore and Schelling (2015) used US national data 

(NLTS-2) to compare outcomes, finding that post-school education programs achieved 

integrated employment rates for people with intellectual disability of between 73% and 91% 

(Moore & Schelling, 2015). This aligned with findings from Migliore and Butterworth (2009) of 

58%, and Grigal and Dwyre (2010) of between 83% and 73%. In addition, once in the 

workforce, college graduates with intellectual disability worked more hours and earned higher 

wages across a wider range of occupations than those without college experience (Cimera et 

al., 2018). Young people’s sustained involvement in social activities on campus combined with 

inclusive academic coursework enabled them to develop skills needed for employment success 

(Prohn et al., 2018). 

There have been few studies on post-school education for young people with 

intellectual disabilities in Australia, with two notable exceptions: the ‘Up the Hill Project’ 

delivered at Flinders University (Rillotta et al., 2020), and the ‘Uni 2 beyond’ program 

developed by Sydney University to include young people with intellectual disability in 

university life as a means of increasing social inclusion and employment (O'Brien et al., 2019). 

While individual participants reported positive experiences, including increased learning, 

independence, self-determination, social networks and preparation for employment, both 

programs have remained small (Gadow & MacDonald, 2018; Rillotta et al., 2020). 

Although it is still an emerging practice within Australia, strong evidence is emerging 

that increasing young people with intellectual disability’s opportunities for post-school 
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education benefits them in terms of economic participation, which suggests that such 

opportunities should be more widely available. 

3.5.2 Employment supports 

There continues to be little in the way of evidence-based practice for providing employment 

supports that lead to integrated work outcomes for people with intellectual disability 

(Kavanagh et al., 2021). Instead, there are employment support practices which show stronger 

evidence of effectiveness for community-based integrated employment outcomes, including 

supported employment and customised employment. 

Increasingly there is a shift to a strengths-based approach which recognises that 

people with disabilities have personal competencies that need to be understood and leveraged 

to guide the planning of supports (Buntinx & Schalock, 2010; Wehmeyer, 2020). This aligns 

with research that increasingly demonstrates that work capacity increases with the provision 

of appropriate supports, such as Project SEARCH (see below). As discussed in Chapter 2, In 

Australia, the provision of highly individualised employment services in the early 1990s via the 

DEN resulted in a halving of the number of school leavers transitioning from school to an ADE, 

and the rate of open employment increasing by nearly five times (Pearce, 2017). 

Supported employment 

Supported employment is an evidence-based practice widely used in the United States to 

support individuals with significant disabilities in achieving inclusion in integrated work (Drake 

et al., 2012; Verdugo et al., 2006; Wehman, et al., 2014). Underpinning supported 

employment is the understanding that the majority of people can work competitively if 

provided with appropriate workplace and family supports (Wehman et al., 2018). Supported 

employment therefore emphasises capacity and capabilities, and an individual’s positive 

attributes rather than their deficits (Wehman et al., 2003). Over time, it has become an 
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accepted best practice in the employment of people with intellectual and other disabilities 

(Lysaght et al., 2017). It has four phases: getting to know the jobseeker; job development and 

matching; training and support; and job retention services (Schall et al., 2015; Wehman, 2012). 

Supported employment has also been found to be more cost-effective than sheltered 

employment (Cimera et al., 2011; Wehman et al., 2018), and is related to improvements in 

social inclusion and quality of life (Akkerman et al., 2016; Dague, 2012; Voermans et al., 2021). 

Wehman et al. (2014) found that provision of supported employment increased employment 

rates for youth with all types of disability, but especially for youth who were Social Security 

beneficiaries, special education students, and individuals with intellectual disabilities or Autism 

who were high school graduates. In the US, where supported employment is widely used, 

between 20% and 25% of people with intellectual and developmental disability are employed 

in a community-based job (Wehmeyer et al., 2019). 

Customised employment is a highly personalised supported employment approach for 

people with significant disability, including intellectual disability (Riesen et al., 2015). As with 

supported employment, this approach is fundamentally underpinned by the belief that 

everyone can work in an open environment if well supported (Griffin et al., 2012). In particular, 

it targets individuals who require customisation of job responsibilities beyond those that 

naturally occur within the labour market, reducing competition with other job seekers by 

engaging in direct negotiation with an employer to customise a role so that it is suitable for a 

specific individual (Inge et al., 2018). Customised employment commences with a Discovery 

process in which the individual’s strengths, interests and preferences are identified, resulting 

in a clear understanding of available employment opportunities that meet both an employer’s 

and the young person’s needs and interests (Wehman et al., 2018). It develops job roles 

through job carving, negotiation and creation, and through the use of microenterprises (Riesen 
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et al., 2015). It also recognises the need for long-term follow-up with both employee and 

employer (Wehman et al., 2018). Customising the approach and providing on-site training 

show promise in terms of supporting young people with intellectual disability, particularly 

those who are unlikely to fill an advertised job vacancy, to achieve transition to work (Xu & 

Stancliffe, 2019). 

The evidence base for customised employment has been developing since the early 

2000’s. In the US, Inge et al. (2018) reported that using customised employment led to high 

employment rates for people with intellectual disability, as did Wehman et al. (2014) in a 

randomised controlled trial with young people with Autism. In addition, customised 

employment has been used as a component of other successful programs, including college-

based post-school education, Project SEARCH and TTW (Moore & Schelling, 2015; Persch et al., 

2015; Wakeford & Waugh, 2014). Despite strong anecdotal evidence about its effectiveness, 

however, there is still a lack of experimental studies to support understanding of how it 

impacts on integrated employment outcomes for this cohort (Wehman et al., 2018). 

IPS is an evidence-informed approach to supported employment that is predominately 

used to support people with mental illness (Drake et al., 2012; Noel et al., 2017). There is 

growing interest in using it to support people with other disability types, including intellectual 

disability (Noel et al., 2017; Wehman et al., 2020). However, due to the different employment 

support needs of people with intellectual disability, Noel et al. (2017) suggest that it would 

need to be modified to provide additional on-site support and social skills training, and fully 

involve young people and their family members in order to ensure high expectations about 

employment are maintained (Noel et al., 2017). 

In Australia, the US style supported employment has not been widely implemented for 

people with intellectual disability. There is little in the way of recent research regarding the 
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provision of employment supports for young people with intellectual disability in Australia 

(Bennett et al., 2018; Buys et al., 2014; Cheng et al., 2018; Dimov et al., 2021; Hall et al., 2020; 

Kavanagh et al., 2021; Meltzer et al., 2020; Stafford et al., 2017). Ellenkamp et al. (2016) 

undertook a systematic review of the literature for people with intellectual disability and 

identified a need to address barriers related to job content and workplace culture and a need 

for job coaches to support young people with intellectual disability to find and maintain 

employment. 

3.5.3 Work Integrated Learning (WIL) 

One model shown to facilitate successful post-school employment outcomes including 

employment for students with disability is participation in internships prior to finishing high 

school. Internships involve a student working within a host organisation to learn skills that 

benefit both the business and the intern (Daston et al., 2012; Wehman et al., 2018). Aligned 

with the evidence related to factors that promote economic participation more broadly, 

correlational studies indicate that internship models are effective, although whether that 

effectiveness is related to particular employment settings, and which factors contribute to the 

success are not clear. In addition, it remains unclear whether the model is effective for people 

with significant disabilities (Wehman et al., 2018). 

As discussed above, one internship model – Project SEARCH, an employment training 

program for high school students with disability – has documented success in the literature 

(Christensen & Richardson, 2017; Kaehne, 2016; Project SEARCH, n.d.). Project SEARCH 

programs are available to young people with significant intellectual and developmental 

disability – generally high school students who have a recognised disability and are in their last 

year of high school. The program can also be adapted for young people who have completed 

their formal schooling. The most important criterion for acceptance into Project SEARCH is a 
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desire to achieve competitive employment. The model involves intensive job-site training and 

minimal time spent in the classroom, with students primarily spending their time in real 

settings where they learn and practice work and social skills (Schall et al., 2015). The model 

includes short, daily classroom-based training sessions in employability skills such as workplace 

safety and self-advocacy. Students then rotate through three different 10- to 12-week 

internships in a supportive workplace, receiving support to acquire job skills from teachers and 

post-school employment specialists. Towards the end of the program, they focus on 

individualised job development to enable them to move into integrated employment (Persch 

et al., 2015). 

Initial studies on the Project SEARCH model have shown that the model is successful in 

supporting students to obtain paid employment post-school. Wehman et al. (2016), in a 

randomised controlled trial, showed that students with significant needs who participated in 

Project SEARCH internships with job and behavioural supports were more likely to gain 

employment than students who did not receive these services. The UK-based Project SEARCH 

program achieved employment rates of 50% for participants with intellectual disability 

(Kaehne, 2016). 

In the Australian context, ADEs have the potential to offer WIL opportunities to young 

people with intellectual disability, for example by implementing the Work Integrated Social 

Enterprise (WISE) model (Campbell et al., 2022). This model focuses on providing appropriate 

support structures for on-the-job learning and training, and professional development towards 

employment goals. Hands-on learning is supported by skilled staff/trainers, accessible tools, 

equipment and work spaces. Matching individuals to tasks they are interested in creates the 

right conditions for learning and meaningful work. WISEs that are able to do this in real 
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workplace conditions offer broader learning options and help individuals to build personal and 

social skills. 

Various research related to employment has demonstrated that working on the job 

with coaches and trainers has enabled individuals to be supported in discovering different 

interests and employment pathways. These interests and skills can then be aligned to a 

customised or carved role in which skills and learning options are further developed and 

refined. 

3.6 Conclusion 

This literature review has focused on the experiences of young people with intellectual 

disability and their family members during transition from school, and on the factors that 

promote their post-school economic participation. While expectations about the post-school 

lives of people with intellectual disability have begun to shift, the literature reports that 

current transition practices do not meet the needs of families as their young people transition 

from school, and there is a need to implement early family-centred transition practice to 

promote this cohort’s economic participation. However, the bulk of the research focuses on 

transition from school, and there has been little research in the context of the longer emerging 

adulthood period as it relates to people with intellectual disability. 

This literature review has identified evidence-informed practices that promote 

economic participation of young people with disability during their transition to adulthood, 

including several that significantly predict employment, post-secondary education and 

enjoyment of life outcomes for those with intellectual disability (Papay & Bambara, 2014). 

However, implementation of this evidence in the Australian setting appears minimal. Beamish 

et al. (2012) investigated whether the evidence-based components of Kohler’s (1996) 

Taxonomy were in use in schools in one Australian state and found that while there was strong 
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support for a significant number of practices, very few were being used. People with 

intellectual disability are also less likely to receive economic participation-focused supports 

such as career education and work experience during their secondary education (ARTD 

Consultants, 2019b; New South Wales Legislative Council Standing Committee on Social Issues, 

2012; Smith et al., 2016). Barriers to work-based learning at school include limited availability 

of resources and transportation, and a lack of employers willing to host students (Bromley et 

al., 2022). 

Nevertheless, researchers and professionals in the field agree that particular best 

practices are beneficial and lead students on the path to success. Future research should 

therefore shift its focus to implementing these practices within school settings (Papay & 

Bambara, 2014). In addition, there is a need to undertake qualitative research regarding 

transition for youth with intellectual disability, to gain the perspectives of multiple individuals 

about what constitutes good practice. 

Chapter 4 will describe the theoretical framework used in this thesis. 
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Chapter 4: Theoretical frameworks 

This study is guided by several key theories to understand the complex nature of economic 

participation for young people with intellectual disability, including how intersecting factors 

across the environment impact on the provision of the supports that enable them to be 

included in economic participation. Its overarching methodological position is social 

constructivism, which is based on an acknowledgment that individuals subjectively interpret 

their environment and that environments are constructed within specific contexts and through 

human interactions (Holstein & Gubrium, 2007). Alongside this, the social model of disability 

(Oliver & Barnes, 2012; Shakespeare & Watson, 2001; Watson, 2004) explores the 

construction of ‘disability’ in the interactive and variable contexts of environment, personal 

factors and impairment. The study also utilises critical disability theory (Devlin & Pothier, 2006; 

Goodley, 2013; Hosking, 2008; Porpora, 2015) to understand the roles language, power and 

dis-citizenship play in excluding people with disabilities from economic participation. Ecological 

models of inclusion, drawing on the work of Bronfenbrenner, (1994) and Clifford Simplican et 

al., (2014), provide a lens through which to explore both barriers and enablers at various levels 

of the ecosystem, and how they interact to create both exclusionary and inclusive 

environments. Finally, the concept of emerging adulthood (Arnett, 2000) is utilised to explore 

the role the early adulthood period can play in improving economic participation outcomes for 

young people with intellectual disability. 

4.1 Social constructivism and critical disability theory 

Social constructivism, first introduced by Berger and Luckmann in 1966, is the theory that 

knowledge and people's understanding of what reality is, are deeply embedded in the 

institutions which comprise the society in which they live. It seeks to describe how individuals 

assemble meanings and subjective understandings of everyday realities through language use 
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and social interaction, and proposes that meaning is not inherent in phenomena but rather 

assigned to them (Holstein & Gubrium, 2007). Reality is therefore said to be socially 

constructed (Berger & Luckmann, 1966). Social constructivism not only considers knowledge 

construction to be contextual, it emphasises the importance of collaboration, negotiation, 

iterative methodologies, reflexivity and the construction of shared meanings (Ernest, 1995). 

The social model of disability, which came to prominence in the 1970s, has strong 

social constructivist underpinnings. Social model theory makes a distinction between 

impairment, which is an attribute of the individual body or mind, and disability, which is a 

construction of society (Shakespeare & Watson, 2001). Oliver (1992) promotes a social 

constructivism approach toward disability, stating ‘Disability cannot be abstracted from the 

social world which produces it; it does not exist outside the social structures in which it is 

located’ (p. 101). Disability is socially constructed, determined by the social meanings attached 

to particular physical and mental impairments (Albrecht & Levy, 1981, as cited in Oliver, 1990). 

Public policy further acts to define disability as an individual, rather than a societal, problem 

which requires compensatory action without specifying its location (Hahn, 1985, as cited in 

Oliver, 1990). 

Critical disability theory interrogates the way in which disability is constructed, with a 

particular interest in the ‘socio-cultural conceptions of disablism’ (Goodley, 2013, p. 632). 

Disablism, much like racism and hetero/sexism, is defined as a form of social oppression 

(Goodley, 2013). Devlin and Pothier (2006) use critical disability theory to explore how 

disability can lead to ‘dis-citizenship’ for people with disabilities. Dis-citizenship can be defined 

as ‘a form of citizenship minus, a disabling citizenship’ (Devlin & Pothier, 2006, p. 2). While 

neoliberal frameworks espouse values of liberty, equality and inclusion, traditional responses 

to meeting the needs of people with disability, such as charity and welfarism, have not only 
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failed to meet these needs but also compounded the exclusion many disabled people face. 

Devlin and Pothier (2006) argue that this has led to ‘a system of deep structural, economic, 

social, political, legal and cultural inequality in which persons with disabilities experience 

unequal citizenship, a regime of dis-citizenship’ (p. 1). 

The goal of critical disability theory is to challenge the dominant liberalist ideology 

which, according to Devlin and Pothier (2006), ‘has a hard time dealing with disability’ (p. 11). 

Devlin and Pothier (2006) argue that liberalist ideology’s core assumptions that disability is 

misfortune and that productivity is essential to personhood, and the structuring of society 

based on able-bodied norms, need to be challenged to enable people with disabilities to 

participate more fully in society. Critical disability theory questions narrow notions of 

productivity based on neoliberalist and post-industrial views. It questions whether disabled 

people’s perceived lack of productivity is in fact their fault, or whether social barriers are to 

blame. It also challenges the efficiency/productivity paradigm in which decisions about who is 

productive and who is not are made by the powerful few based on criteria that are potentially 

not legitimate (Devlin & Pothier, 2006), labelling it an ‘ablest’ ideal that condemns some 

persons with disabilities to a presumptive inferior status. This theoretical lens thus opens up 

the relationship between the construction of economic participation and disability for 

exploration, as well as providing a lens through which to critically analyse policy 

underpinnings. 

4.2 Ecological models 

Uri Bronfenbrenner was the first to study child development within the context of the social 

environments in which children grow and develop. Bronfenbrenner’s (1994) ecological model 

suggests that humans simultaneously occupy multiple social ecosystems that maintain 

dynamic interactions and that human development must therefore be understood through a 
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holistic lens of these hierarchical ecosystems. He identified five interrelated social systems, 

noting that the influence of one system on a child’s development depends on its relationship 

with the others (Bronfenbrenner, 1994). Bronfenbrenner identified four ecological levels: 1. 

the microsystem, ‘a pattern of activities, roles, and interpersonal relations experienced by the 

developing person in a given setting with particular physical and material characteristics’ 

(Moore & Schelling, 2015, p. 22); 2. the mesosystem, ‘the interrelations among two or more 

settings in which the developing person actively participates (such as, for a child, the relations 

among home, school, and neighborhood peer group; for an adult, among family, work, and 

social life)’ (Moore & Schelling, 2015, p. 25); 3. the exosystem, ‘one or more settings that do 

not involve the developing person as an active participant, but in which events occur that 

affect or are affected by, what happens in the setting containing the developing person’ 

(Moore & Schelling, 2015, p. 25), such as a parent’s workplace, as although the child does not 

interact with the workplace environment, positive or negative aspects of a parent’s workplace 

may affect the child’s home microsystem; and 4. the macrosystem, or larger cultural world or 

society surrounding the developing person (Moore & Schelling, 2015).  

While Bronfenbrenner (1994) revised his ecological theory several times and it has 

since been further (re) interpreted by others, it offers a way to consider spheres of activity and 

influence around an individual’s experience. Specifically, ecological frameworks enable the 

analysis of barriers and enablers within complex systems (Lindsay et al., 2018) and fit within 

the broader understanding that disability is a product of individual, environmental and social 

factors (Clifford Simplican et al., 2014). Young people with intellectual disability are part of a 

larger social network comprising several components including micro-, meso-, exo- and 

macrosystems, and their transition from adolescence to adult life is a complex process 

dependent on individual and environmental factors that can be considered within an 

ecological framework (Bronfenbrenner, 1994). The ecological perspective is also useful 
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because it incorporates the complexity of environmental influences, individual characteristics 

and other mediating factors, expanding the frame of view from the individual alone to the 

multi-layered context they inhabit and are influenced by (Lindsay et al., 2018; Small et al., 

2013). In the disability and inclusion literature, ecological theory has been used by several 

scholars. For example, Clifford Simplican et al. (2014) used it to define social inclusion of 

people with intellectual disability, noting that broadly held attitudes and cultures impact on 

not only the opportunities made available for this cohort to be included, but also the 

availability of appropriate services and the way they are organised. Ecological models can also 

identify strengths and weaknesses in an individual’s social network, enabling the development 

of strategies to build social connection opportunities (Small et al., 2013). 

Ecological theory has primarily been utilised to understand the various factors and 

contexts influencing human development. More recently it has also been used to make visible 

the way facets of human development, are shaped and evolve (Clifford Simplican et al., 2014). 

It is thus an appropriate theory with which to analyse the complex barriers and solutions to 

what can be regarded as a social inclusion problem: i.e., economic participation (Clifford 

Simplican et al., 2014; Lindsay et al., 2018). When the environment is understood as an 

ecosystem shaped by attitudes, market forces, policy frameworks, service delivery practice 

and cultural norms, which interact to create barriers to economic participation for young 

people with intellectual disability, and aligned with an understanding of economic 

participation as a complex social problem, both barriers and enablers can be mapped to this 

ecosystem, as can strategies and interventions that target barriers. 

Ecological readings of the complex and challenging period of transition from school 

(Leonard et al., 2016; Stewart, 2009) have enabled the identification of the dynamic 

relationships that exist between individuals and their immediate environments, and how 
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peripheral systems and forces shape those relationships (Jacobs et al., 2018; Small et al., 

2013). When considering transition from a developmental perspective, ecological approaches 

also help in considering the influence of context on the individual’s development during the 

transition period (Moore & Schelling, 2015). Finally, mapping facilitators and barriers across 

systems makes visible the involvement of multiple ‘actors’ such as government services, 

schools, funding bodies, adult disability services and families, and therefore draws attention to 

the relationships between these actors and how they impact on young people’s transition 

from school (Jacobs et al., 2018; Small et al., 2013). Small et al. (2013) recognise the need to 

look beyond the individual and map individual ecosystems in order to create post-school 

opportunities. As the barriers that young people experience at the individual level are the 

result of the intersection of factors from across the ecosystem, including how policy intersects 

with practice and delivery of services, Snell et al. (2013) argue that individualised planning 

does not address these systemic issue, especially in the absence of methods to collate and 

analyse individual-level goals, outcomes and experiences.  

Recently, disability employment researchers have utilised ecological framing to draw 

attention to the complex policy and social environment in order to understand how to improve 

employment outcomes for people with disability (Khayatzadeh-Mahani et al., 2020; Lindsay, 

2011). Moore and Schelling (2015) utilised ecological systems thinking in order to understand 

how offering different contexts in which young people with intellectual disability can grow and 

develop through post-school education programs influences employment outcomes. In 

addition, utilising an ecological lens recognises that the biological, material, social and cultural 

aspects of individual’s social environments cannot be compartmentalised. An employment 

ecosystem recognises that barriers exist at different levels, from micro to macro, and that 

diverse strategies are required, including but not limited to, the level of the individual 

(Nicholas et al., 2018). 
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This thesis uses Clifford Simplican et al.’s (2014) ecological model of social networks 

and community participation, which draws from Bronfenbrenner’s (1994) model, to 

understand and describe the ecosystems of young people with intellectual disability. This 

ecosystem is comprised of individual, interpersonal, organisational, community and 

sociopolitical level factors, which influence their ability to engage in economic participation 

activities. Each level is described below aligning the Clifford Simplican et al. (2014) definition 

with literature relevant to the context of transition for young people with intellectual 

disability. 

Individual level 

Personal characteristics including age, gender, ethnicity, disability type and severity, health, 

educational attainment, employment-related skills, lack of work experience, access to 

transport, and socioeconomic factors such as poverty influence the likelihood of social 

inclusion (Clifford Simplican et al., 2014; Lindsay et al., 2015; Papay & Bambara, 2014; Sundar 

et al., 2018). Young people with intellectual disability are impacted by individual-level factors, 

which must be considered within the broader ecosystem context. 

Interpersonal/micro level 

Bronfenbrenner’s micro level is referred to as the interpersonal level in Clifford Simplican et 

al.’s (2014) ecological model of social networks and community participation. This level 

comprises factors related to the young person and the environments they spend time in (e.g., 

school, family, disability services and community-based organisations), which are important to 

consider in the context of expectations of future economic participation. Personal 

relationships such as those with family, friends, teachers and peers influence the likelihood of 

people with disability’s economic participation. For example, having access to trusted 

transition advisers, and appropriate role models, and whether influential people have low 
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expectations about individuals’ future economic participation, all impact on young people as 

they transition from school (Lindsay et al., 2015). 

Organisational/meso level 

Bronfenbrenner’s (1994) meso level is described as the organisational level by Clifford 

Simplican et al. (2014). It focuses on the contexts in which the social relationships that act to 

influence transition outcomes and economic participation of people with disability occur. It 

acts as an intermediate space in which various microsystems (e.g., family members and school) 

interact with each other and in turn influence the individual. In relation to transition from 

school, key influences include information with which to make decisions and choices, as well 

as involvement of the young person in transition decisions (Jacobs et al., 2020). According to 

Clifford Simplican et al. (2014), the individual’s or family’s social capital and family culture, as 

well as the culture of groups within the community such as schools and disability providers, 

influence outcomes. Improved outcomes are achieved when various microsystem actors have 

similar cultures and perspectives, which enable individuals to move seamlessly between them 

(Bronfenbrenner, 1981). 

Community factors/exo level 

Bronfenbrenner (1994) describes the exosystem as distal systems, e.g., the structure of 

programs to support economic participation, that impact on the individual indirectly. Clifford 

Simplican et al.’s (2014) community level includes both characteristics of the broader 

community, such as attitudes towards people with disability and community discourse in 

relation to economic participation, availability of and access to appropriate services. 

Sociopolitical/macro level  

Macro-level factors such as norms and values influence the overall ecosystem. Clifford 

Simplican et al. (2014) refer to this level as sociopolitical, noting the role of state perspectives, 
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market forces and historical aspects of service delivery in influencing the opportunities for 

economic participation available to people with intellectual disability. Economic, labour 

market and social policy settings, neoliberal economic structures (including the structures of 

income and support systems), and social and cultural norms about the capacity of people with 

disability all impact on the opportunities available. 

Chronosystem level 

The chronosystem incorporates time and events that occur across the lifespan 

(Bronfenbrenner, 1994; Lindsay et al., 2018). For young people in transition, this can include 

the timeframe in which important economic participation activities occur, such as 

understanding how a longer period of emerging adulthood can impact on the opportunities 

young people have access to and how those opportunities build capacity for later work. 

4.3 Emerging adulthood 

The period from the late teens to the twenties, termed ‘emerging adulthood’ (Arnett, 2000), is 

one of profound change and growth. Now regarded as a distinct period in the life course, this 

extended period is used by young people to prepare for the longer lifespan period of 

adulthood, which is said to commence from about age 25, when key adult milestones such as 

full-time employment and living independently of parents are reached (Arnett, 2000). 

Described as the time between adolescence and adulthood, according to Arnett (2000), it is 

neither; while the dependency of childhood and adolescence is left behind, the full 

responsibilities of adulthood, such as establishing a home and family and holding a full-time 

job, are yet to emerge. The period therefore provides opportunities to young people to 

explore possibilities, make choices and emerge with a sense of self, as well as build capacity, 

including gaining education and skills, and explore who they are, who they want to become 

and how they will get there (Arnett, 2000). The timeframe for completing transition – that is, 
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commencing full-time work in their chosen career – can therefore take up to 10 years post-

school (Arnett, 2000). 

In late modernity, young people are experiencing a more complex and uncertain world 

as they move from the relative safety of the school environment to post-school study and 

work (Midjo & Aune, 2018; Stokes, 2012). Globalisation, individualism and the changing nature 

of work mean the period of transition to adulthood is less predictable and linear. Many of the 

ordinary markers that define adulthood, such as employment, moving out of the parental 

home and creating a family, are occurring later and with less certainty, while part-time and 

casual work and the gig economy predominate (Kelly et al., 2019). Young people are also more 

likely to undertake post-school education and training than previous generations, and this is 

often punctuated by periods of work and non-attendance, resulting in longer periods of family 

interdependence (Arnett, 2004). Rather than transition failure, Arnett (2004) regards nonlinear 

transitions, including periods of unemployment and returning to study from time in 

employment, as a natural part of the important identity work a young person must undertake 

in the emerging adulthood period. 

Multiple factors can influence the life course during the emerging adulthood period. 

For example, societal influences such as attitudes towards women or minority groups impact 

on the opportunities available to these cohorts (Arnett, 2004). At the meso level, relationships 

between young people and their family, and at the micro level, individual factors such as 

cognitive ability can impact on the types of further education opportunities young people can 

take up (Wood et al., 2018). 

The concept of emerging adulthood adds another layer to ‘transition’: that of a longer 

‘transition to adulthood’, in which ‘transition from school’ is one component. Young people 

with intellectual disability also enter a period of emerging adulthood when they finish school; 
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however, factors from across the ecosystem limit the opportunities they can access to build 

necessary capability in this important time, particularly in relation to concomitant 

opportunities to explore economic participation options and build skills and capacities for 

adult life. For example, few young people with intellectual disability have the opportunity to 

attend TAFE or university to gain an accredited qualification. In particular, their disability 

influences expectations about the adult roles they will be able to achieve. Rather than 

reducing opportunities in the emerging adulthood period, it can be argued that this cohort 

requires additional supports to be exposed to the same opportunities as other young people, 

and that the full emerging adulthood life course should be made available to them (Redgrove 

et al., 2016). 

4.3.1 People with intellectual disability and development of self in the emerging 
adulthood period 

The typical emerging adult enjoys a period of exploration in which they clarify their identity 

and learn who they are and what they value. This period of identity development can take 

place in multiple environments, including work, family and social settings (Stokes, 2012). In 

contrast, the period of transition from adolescence to adulthood for people with intellectual 

disability is more complex and challenging (Leonard et al., 2016), characterised by reduced 

opportunities to explore possibilities for their adult selves (Davies & Beamish, 2009). The low 

expectations families and teachers often hold in relation to their economic participation 

(Chambers et al., 2004), the complexity of disability services systems and the impact of the end 

of formal schooling on the whole family (McKenzie et al., 2017; Pallisera et al., 2016) 

compound the need for decisions about placement to be made quickly, and prior to the 

important period of emerging adulthood as described by Arnett (2000). The primary focus of 

transition thus becomes transferring from school and children’s services to adult services 

(Leonard et al., 2016), with the needs of the individual one of a range of factors including 
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family adjustment (Davies & Beamish, 2009). Adult services focused on independent living and 

recreation programs instead of economic participation fail to consider that this important 

developmental phase continues until the young person is 25. Decisions about service types 

made early in the emerging adult period therefore lead to a reduction in opportunities to 

explore identity and a stagnation in skill development, and become difficult to change (Cocks & 

Harvey, 2008). Redgrove et al. (2016) believe concerns about people with intellectual disability 

remaining in a state of ‘eternal childhood’ have led to important developmental and support 

processes being overlooked in the rush to adulthood. Existing transition literature focusing on 

this cohort has failed to adequately define the concept of adulthood, and has largely ignored 

emerging adulthood altogether, resulting in a rushed process from school to adulthood that 

misses vital developmental processes that occur in the emerging adulthood period. Redgrove 

et al. (2016) argue that emerging adulthood should instead be an extended life stage for 

people with disabilities, enabling a range of rich experiences aligned with those experienced by 

their peers without disability. Greater alignment of the definitions of adolescence, emerging 

adulthood and adulthood between families, service providers and policy-makers may support 

better understanding of the normative processes and practices that occur in each period. 

There has also been little exploration of the perspectives of young people with 

intellectual disability in relation to their identity narrative (Foley et al., 2012; Midjo & Aune, 

2018). Shakespeare (2006) asserts that ‘the experience of disability as a negative identity 

arises out of a process of socialization or in the context of social relations, in which impairment 

is the sole focus of analysis’ (p. 99). Stigmatising labels such as ‘intellectual disability’ applied at 

a young age tend to overrule the formation of other identities as young people grow and 

develop. According to Morris (1991, as cited in Shakespeare, 1996), people with disabilities are 

therefore socialised to understand themselves as inferior, and strong messages of physical 

difference and personal deficit are reinforced; self-image is ‘dominated by the non-disabled 
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world’s reaction to us’ (p. 103). However, Midjo and Aune (2018) report that many young 

people with disability do not use the label of ‘intellectual disability’ to describe themselves: 

‘They seem more interested in producing alternative identities in accordance with their 

presentation of living an ordinary life’ (p. 44). Gustavsson and Nyberg (2015, as cited in Midjo 

& Aune, 2018) propose that family involvement supports the development of alternative and 

positive identifications as competent and ordinary persons. 

As the primary influences on young people, parents and teachers shape their 

development of self and visions for the future. Parents and professionals also contribute to 

both enabling and disabling processes, particularly through attitudes and identity 

constructions about who young people are and can be (Midjo & Aune, 2018). Parents, in 

particular, take on the roles of advocate and decision-maker, and professionals such as 

teachers provide access to, or limit, opportunities for young people to develop the confidence, 

skills and abilities that help to define self (Midjo & Aune, 2018). 

As Stokes (2012) has noted, identity development occurs in multiple sites, allowing 

young people with intellectual disability to draw from a range of resources and roles. Low 

expectations stemming from labels and placement in segregated settings limit their 

opportunities to fully explore a sense of self, instead trapping them in the disability identity. 

Given that for many, transition involves moving to adult services such as day centres and 

sheltered workshops at a young age, further reinforcing the disabled identity, they have fewer 

opportunities to explore what and who they want to be (Midjo & Aune, 2018), and access to 

fewer environments in which to do the necessary exploring. More optimistically, however, 

opposition to the dominant label of intellectual disability, sociopolitical reforms and the 

growth of the self-advocacy movement have the potential to create expectations of an 

‘ordinary life’ for young people (King's Fund Centre, 1980). 
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Overall, the literature leads to the conclusion that how young people are positioned 

allows them to explore different versions of ‘self’ in different roles and is vitally important for 

young people with intellectual disability as they move into adult roles beyond the disability 

label. The concept of emerging adulthood offers a valuable lens for this thesis, as there is little 

understanding in the wider community about the importance of this period in terms of the 

development of capacity for later, long-term adult roles. Widely held beliefs that people with 

intellectual disability are not capable of the same growth and development as their non-

disabled peers, potentially results in a reduction in opportunities that lead to the development 

of capabilities.   

4.4 Conclusion 

This chapter has described the theoretical frameworks of the study; social constructivism and 

critical disability theory, ecological models and emerging adulthood. In chapter 5, the method 

and methodology will be described along with information about the study participants.   
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Chapter 5: Method and methodology 

This chapter outlines the research methodology utilised in this thesis including the use of 

constructivist research methods, such as semi-structured interviews, and inclusive methods 

such as photo elicitation to engage young people with intellectual disability in the research 

process. 

As discussed in Chapter 4, this thesis draws on critical disability theory and social 

constructivism to frame an inclusive research methodology. This approach enables a critical 

engagement with the liberalist underpinnings within society that influence how difference is 

viewed. It also enables the lived experiences of young people with intellectual disability and 

the family members who support them to be captured. Drawing on the key theories explained 

in Chapter 4 provides different lenses for data analysis. Clifford Simplican et al.’s (2014) 

ecological model of social networks and community participation is used to draw attention to 

the complex barriers that inhibit economic participation for young people with intellectual 

disability and identify the strategies required to address those barriers. Overlaying this is the 

concept of emerging adulthood, which is particularly pertinent due to the lifespan stage the 

young people occupy. 

5.1 Design of the study 

5.1.1 Research aims 

The purpose of this study is to examine and extend good practice in the area of supporting 

young people with intellectual disability to increase their opportunities to engage in 

community-based economic participation in young adulthood. Its aim is to gain insight into the 

lived experiences of young people with intellectual disability and the family members 

supporting them in relation to transition from school and the availability of early economic 

participation opportunities. The knowledge gained from these lived experiences, overlaid with 
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that of key informants working in the system, will enable an examination of how the 

theoretical underpinnings that support good practice intersect with the policy and practice 

environment in which they operate. 

5.1.2 Research questions 

Objective 1: To identify the expectations young people with intellectual disability and their 

family members have about economic participation post-school. 

Objective 2: To explore the extent to which opportunities for economic participation are 

available to young people with intellectual disability post-school. 

RQ1: How do young people with intellectual disability and their families describe their 

transition from school experiences? How do these experiences influence their 

decision-making related to pursuing economic participation-related activities? 

Objective 3: To identify where in the system/environment barriers to economic participation 

exist. 

RQ2: What are the barriers to economic participation for young people with an 

intellectual disability as they leave school and how can these be addressed? 

Objective 4: Identify the resources and supports that would enable increased economic 

participation opportunities for young people with intellectual disability. 

Objective 5: Explore how these supports can be provided and in what context. 

RQ3: What are the resources and supports young people with intellectual disability 

and their family members value in relation to economic participation as they transition 

from adolescence to adulthood? How should these resources and supports be 

provided, by whom and when? 
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5.2 Methodology 

5.2.1 Constructivist research methods: The making of meaning 

The overarching methodological position guiding this study is social constructivism. This 

approach acknowledges the roles that subjective interpretation and context-specific human 

interaction play in our understandings of our environments or reality. Social constructivist 

perspectives focus on the roles of individual and social experiences in generating knowledge, 

or meaning making and ‘personal models of the world’ (Fosnot, 2005, p. 9). This chapter sets 

out a methodological approach for understanding the subjective experiences of young people 

with intellectual disability and their family members during transition from school, and how 

those and the broader experience of growing up with an intellectual disability shape decision-

making about economic participation. Disability, as experience and as discursive terrain, is a 

product of individual, environmental and social factors. Ecological models of social inclusion 

help to distinguish the different ways in which experiences of disability are shaped and provide 

a conceptual framework for understanding the responses of young people, family members 

and key informants. In particular, the commonality of lived experiences makes systemic 

barriers and enablers to economic participation visible. The ecological and constructivist 

approach used in this chapter therefore allows for insights into how the subjective experiences 

of young people are shaped by social rules and contexts, policy and practice, people and 

institutions. 

5.2.2 Inclusive research methodology 

As discussed, this study is positioned within a broad social constructivist methodology, which 

in turn sits within an interpretive paradigm. Such methodologies utilise a range of, usually 

qualitative, processes such as discourse analysis, interactional analysis, interview analysis and 

document analysis to explore the ordinary and the everyday, interpret meaning and examine 

the what and the how of the social world. These approaches are relevant to exploring the lived 
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experiences of people with intellectual disability as they enable the amplification of voices 

within this population (Beail & Williams, 2014; Milen & Nicholas, 2017). Historically, people 

with intellectual disabilities have had little opportunity to participate in research about their 

lives (Jurkowvski, 2008), with the opinions of family members and professionals taking 

precedence over their own views (Cluley, 2016). However, the social model of disability has 

given rise to more inclusive research approaches that value their lived experience. Within this 

broad approach, a focus on collaborative research – research in which people with intellectual 

disability are viewed as experts and the researcher as someone who learns from them – is 

developing (Knox et al., 2000), and including people with intellectual disabilities in research 

projects that address their lives via inclusive research processes is now regarded as best 

practice (Cluley, 2016). These methodological imperatives require a set of research methods 

that privilege stakeholder views, including those of young people with disability, and seek to 

offer opportunities for collaborative meaning-making. This thesis thus used photo elicitation to 

support data collection from young people with intellectual disability (see Part 5.6.2). 

5.3 Research participants 

To answer the research questions, the researcher sought the views of a range of people 

located in Melbourne, Victoria, including young people with intellectual disability, family 

members of young people with intellectual disability and key informants – that is, people with 

a professional involvement in transition or economic participation for people with intellectual 

disability. 

5.3.1 Young people with intellectual disability 

People with intellectual disability are often disempowered, with decisions being made for 

them by others including family members, teachers and service provider staff. However, they 

have their own unique insights into their life experiences, including their transition from 
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school, their aspirations and what can support them in undertaking economic participation 

activities after they finish school. Nevertheless, there have been very few studies exploring 

their economic participation aspirations, particularly in the context of individualised funding 

and increased choice and control. 

Nine young people with intellectual disability aged between the ages of 19 and 25, 

who had finished school and were undertaking post-school activities, participated in the study. 

Five participants were aged 19-20 and four were aged 21-25. All had attended a special school 

for at least part of their schooling and would be described as having a moderate or severe 

intellectual disability. Only one was currently in paid employment; however, two had been 

employed previously. Five of the young people had a family member participate in the study. 

Information about the young people with intellectual disability is presented in Table 

5.1 below. 
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Table 5.1  

Young people with intellectual disability 

Pseudonym Age Gender Type of schooling Current activity Previous post-
school activities 

Parent 
in study 

Brandon 

 

25 M Special school Looking for work Paid 
employment 

Day service 

TAFE 

Yes – 
Janice 

Corey 20 M Special school SLES program Nil Yes – 
Brian 

James 19 M Specialist unit 
within 
mainstream 
school 

SLES Program Nil No 

Amy 20 F Mainstream 
Primary 

Specialist unit 
within 
mainstream 
school 

SLES Program Nil Yes – 
Rhonda 

Leanne 

 

23 F Special school Work Experience 
program 
provided by 
disability 
provider 

Paid 
employment 

TAFE 

No 

Melissa 19 F Special school SLES Program 
combined with 
training 

Nil No 

Rohan 25 M Mainstream 
primary and 
secondary 
education. Special 
school secondary 
education 

Pilot 
employment 
program 

Paid 
employment 

Day service 

TAFE 

Yes – 
Anne 

Penny 19 F Special school Transition 
program 
provided by 

Nil Yes – 
Clare 
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disability 
provider 

Bobby 25 M Special school Paid employment 
and employment 
focused program 
provided by 
disability 
provider 

Nil No 

 

5.3.2 Family members of young people with intellectual disability 

Family members are an important source of support for people with intellectual disability 

during the transition process. They have decision-making authority and often make decisions 

on their young people’s behalf. These decisions directly impact on the opportunities their 

young people have access to. It is therefore important to also understand family members’ 

experience of transition and early adulthood for the young people they support, and to 

understand what factors influence their decision-making and how those decisions are made. It 

is also important to understand their aspirations for their young people, how they experience 

the transition period, the barriers they experience and their support and information needs. 

Ten family members of young people with intellectual disability aged between 18 and 

26, who had left school and were undertaking post-school activities, participated in in-depth 

interviews. Nine were female and one was male. All were parents of a young person with 

intellectual disability and had significant involvement in decisions related to their post-school 

activities. Information about the family members is presented in Table 5.2 below. 
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Table 5.2  

Family members of young people with intellectual disability 

Pseudonym Gender Relationship 
to young 
person with 
intellectual 
disability 

Type of 
Schooling 
young person 
attended 

Current activity 
young person is 
undertaking 

Previous 
post-school 
activities of 
young person 

Young 
person 
in study 

Rhonda F Mother Mainstream 
primary 

Specialist unit 
within 
mainstream 
school  

SLES Program Nil Yes – 
Amy 

Mary F Mother Special school SLES Program Nil No 

Brian 

 

M Father Special school SLES Program Nil Yes – 
Corey 

Vera F Mother Special school SLES Program Nil No 

Francine F Mother Special school Training Disability day 
program 

No 

Anne F Mother Mainstream 
primary and 
secondary 
school. Special 
secondary 
school 

Pilot 
employment 
program 

Paid 
employment 

Disability day 
program 

TAFE 

Yes – 
Rohan 

Clare F Mother Special school Transition 
program with 
disability 
provider 

Nil Yes – 
Penny 

Jane F Mother Mainstream 
primary 
school 

Mainstream 
non-
government 
secondary 
school 

Disability day 
program 

Nil No 
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Janice F Mother Special school Looking for 
work 

Paid 
employment 

Disability day 
program 

TAFE 

Yes – 
Brandon 

Carol F Mother Special 
primary 
school  

Mainstream 
non-
government 
secondary 
school  

Awaiting 
acceptance to 
employment 
program 

Part-time 
after-school 
job 

No 

 

5.3.3 Key informants 

Key informants are individuals who have information or expertise about transition from school 

or the post-school service system for people with intellectual disability. They were selected for 

this study because of their involvement in the design and delivery of transition and economic 

participation services and supports for this cohort, or their direct involvement in supporting a 

young person with intellectual disability. Key informants have a broad range of experiences 

and insights to draw from, and can therefore provide useful information about the barriers 

and enablers to economic participation that young people face, particularly at the 

sociopolitical and community levels, and how these intersect and influence each other. 

Thirteen key informants participated in in-depth interviews, including individuals 

involved in direct service delivery, school staff, an employer, and individuals involved in 

program design, policy and advocacy. They were recruited from a range of organisations. 

Further information about key informants is given in Table 5.3. 
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Table 5.3  

Key informants 

Pseudonym Gender Role 

Mandy F Manager of a pilot program supporting transition to work for young people with 
intellectual disability 

Sharyn F Chief Executive Officer of an organisation supporting large businesses in creating 
economic participation opportunities for people with disability  

Laurelle F State government employee working in a strategic policy role related to economic 
participation of people with disability  

Donna F Executive Officer of a family-led organisation supporting families of people with 
intellectual disability to create ordinary, included lives 

Paul M Senior government bureaucrat 

Lawrie M Manager of a disability-specific transition program  

Kate  F Careers counsellor working within a specialist disability program in a secondary 
school 

George M Manager of a disability-specific transition program  

Susan F Senior employee at a disability service provider 

Bianca F Manager of a careers education-focused organisation 

Lisa F Small business owner who has employed a person with a disability 

Joanne F Chief Executive Officer of a training organisation focused on delivering post-school 
training to people with disability 

Kylie F Staff member at a large DES provider 

 

5.4 Ethical considerations 

There is growing interest in the research and disability communities in the inclusion of people 

with an intellectual disability in research. However, there are also concerns about the capacity 

of people with intellectual disability to provide informed consent (Carey & Griffiths, 2017; 

Knox et al., 2000). Dalton and McVilly (2004) acknowledge that this cohort is vulnerable to 

exploitation when involved in research, highlighting the need for ‘rigorous ethical safeguards 

to be in place prior to the commencement of research to protect the health, safety and rights 
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of participants and to prevent their exploitation’ (p. 59). There are thus a number of ethical 

considerations related to undertaking research that involves people with intellectual disability, 

including explaining the research to participants and gaining informed consent, using inclusive 

practices, safeguarding participants, protecting their privacy and confidentiality and ensuring 

that, where possible, they benefit from their involvement in the research (Dalton & McVilly, 

2004). 

However, it is also important to respect the right of people with intellectual disability 

to participate in research, as documented in the UNCRPD (2006). In this case, young people 

with intellectual disability were already engaged in post-school activities requiring similar 

levels of decision-making to this research. In this context, a high-risk ethics application 

addressing these issues was submitted to the Deakin University Human Research Ethics 

Committee (DUHREC) in early 2019. This ethics application was endorsed by DUHREC in 2019 

and later also endorsed by Swinburne University following the transfer of the study (Approval 

number 20220381-11004 in Appendix A). 

5.4.1 Informed consent 

Participation in the study was voluntary. All participants were provided with a Plain Language 

Statement (PLS), (Appendices B, C, D) in Easy English if required, and a written consent form, 

and were encouraged to ask questions and clarify concerns prior to providing consent. 

Participants were also informed of their right to withdraw from the study at any time. Where 

required, the researcher read information to the participants before checking their 

understanding of what they were consenting to. 

At the start of each stage of data collection, the researcher reminded the young 

people with intellectual disability about the purpose of the study and confirmed that they 

were still willing to be involved. Each participant’s family member or other trusted person was 
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also provided with information about the study, and could be included in the consent process 

to support the young person’s decision-making if requested. The design and implementation 

of the research project ensured that participants did not experience any discomfort or harm. 

5.4.2 Confidentiality and security 

Several measures were put in place to ensure participant confidentiality was maintained. All 

information was stored as non-identifiable data during the analysis process, with codes 

replacing the names of the participants. All data was securely stored at Swinburne University 

according to university protocols. The data was password-protected. Consent forms were 

scanned, and the originals stored in a locked filing cabinet. In all written documentation 

produced as part of the research, including this thesis, participants were given pseudonyms. 

5.4.3 Rigour and trustworthiness 

Qualitative research has been criticised for its potential to become a collection of anecdotes 

subject to researcher bias (Mays & Pope, 1995). Concerns about its lack of replicability and 

generalisability result in perceptions that qualitative research lacks the rigour of quantitative 

methods (Braun & Clarke, 2006). These concerns can be addressed through ‘systematic and 

self-conscious research design, data collection, interpretation, and communication’ (Mays & 

Pope, 1995, p. 110), which increase the credibility, transferability, dependability and 

confirmability of the data (Nowell et al., 2017). It is therefore imperative that the account of 

the methods used, and the data collected produce ‘plausible and coherent explanations of the 

phenomenon under scrutiny’ (Mays & Pope, 1995, p. 110). 

Credible qualitative research results in a report in which the experience is recognisable 

by others. There is currently a great deal of interest in the economic participation of young 

people with intellectual disability. Recent reports on the topic that have included the lived 

experience of both young people with intellectual disability and their family members (e.g., 
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Kavanagh et al., 2021; SVA Consulting, n.d.) and the views of sector key informants (e.g., DSS, 

2021d) have produced findings aligned with those of this thesis. 

Triangulation was used to reinforce the validity of the findings. This term refers to the 

practice of ‘using multiple sources of data or multiple approaches to analysing data to enhance 

the credibility of a research study’ (Hastings, 2010, p. 1538). Triangulation of the data drawn 

from young people themselves, their family members and the key informants meant the 

researcher was able to confirm that the experience or knowledge of one group was aligned 

with that of the other groups, which supported the credibility of the data. During this process, 

the researcher drew on her significant experience working with young people with intellectual 

disability and their family members to ensure that they were comfortable and at ease during 

conversational interviews. Her knowledge of the topic under study resulted in high levels of 

trust from participants, which in turn produced high-quality data. 

Transferability relates to how generalisable the research is to another setting. It is 

intended that the themes derived from this research will be broad enough to be transferable 

to a range of settings (i.e., policy and practice), particularly as they relate to young people with 

intellectual disability as they transition from school, the delivery of economic participation 

supports from a policy and practice perspective, and supporting families to navigate complex 

systems. Data collected in the Australian context is interpreted and compared to other 

Australian and international data. 

5.4.4 Reflexivity 

Qualitative research is an inherently subjective endeavour which entails the interpretation of 

assumptions, values, interests, emotions and theories, or ‘preconceptions’, within and across 

the research project (Tufford & Newman, 2010). These preconceptions influence how data are 

gathered, interpreted and represented. Constructivist approaches regard the interpretation of 
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data as a single representation of multiple realities co-constructed among participants and 

researchers (Charmaz, 2014). The goal is therefore to represent and interpret responses 

faithfully, paying attention to the experiences the researcher brings with them and how these 

shape the interpretation of participants’ voices. 

Reflexivity involves the realisation that researchers are part of the social world that 

they study (Frank, 1997, as cited in Ahern, 1999). The researcher recognises her significant 

professional experience, including working within the disability services and employment 

services sectors, and a viewpoint related to the topic. The researcher’s viewpoint is strongly 

aligned with integration of people with intellectual disability into all aspects of the life of the 

community and, based on her prior experience, the belief that people with intellectual 

disability can engage in community-based economic participation activities if adequately and 

appropriately supported to do so. 

In order to address potential bias, Ahern’s (1999) process of ‘reflexive bracketing’ was 

utilised throughout the research, including the use of a reflexive journal in which the 

researcher documented day-to-day thinking about the research, the methodological decisions 

made and the rationales for data analysis decisions. This was underpinned by reflections about 

values and interests, particularly given the strong alignment of the researcher towards 

inclusion in community-based settings as opposed to segregated ones for people with 

intellectual disability. Rather than the researcher trying to eliminate the effects of her 

subjective position and experiences, she used the iterative and reflexive process of bracketing 

to understand how they influenced the project design and analysis process. Potential biases 

and reflections were documented prior to the study commencing and were used to maintain 

awareness throughout the project. One subjective position that was challenged by the data 

was the role of payment of wages for work. The data from family members highlighted the 
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importance of social inclusion rather than the financial aspects of economic participation, 

which resulted in new thinking about the relationship between income support and paid 

employment for people who are likely to be excluded from work in the way that work is 

normally conceptualised. 

5.5 Sampling and recruitment 

This study used purposive sampling, which aims to identify and include information-rich cases 

who can provide a ‘full and sophisticated understanding of the phenomena under study’ 

(Hansen, 2006, p. 52). Purposive sampling is concerned with the quality of the information 

obtained from each ‘sampling unit’ rather than the number of units (Barbour, 2001, as cited in 

Hansen, 2006). It was considered appropriate due to the study’s highly specific focus on young 

people with intellectual disability during transition and early adulthood, and the need for 

participants to have experience related to that. The initial sampling frame aimed to recruit ten 

young people with intellectual disability, ten family members of young people with intellectual 

disability and ten key informants. 

5.5.1 Recruitment of young people and family members 

Young people and family members were recruited via a range of organisations in Melbourne. 

This ensured that the study participants had a sufficiently broad range of experiences. Young 

people and family members were recruited separately; that is, they were not matched 

purposively, though some participants from the same families were included. Each participant 

was given a $50 store voucher to compensate them for travel costs and lost wages involved in 

attending the interview. 

Eight organisations in total were contacted and provided with information about the 

study’s purpose and its inclusion criteria for young people and family members. The inclusion 

criteria were: 
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a) a young person with intellectual disability aged 18-25 who has finished school; 

b) a family member of a young person aged 18-25 who was involved in making 

decisions about their post-school activities. 

All eight organisations agreed to recruit for the study. The researcher held a face-to-face 

meeting with senior managers from six organisations, at which information was provided 

about the study, including its inclusion criteria. Staff from the remaining two organisations 

were contacted by phone and provided with the same information. The managers were asked 

to identify young people and family members who met the inclusion criteria. The organisations 

then contacted the young people and family members to advise them of the opportunity to 

participate in the study and to ascertain their initial interest. The organisations are described 

below. 

Organisation 1 

Organisation 1 is a large disability services provider with which the researcher has a personal 

connection.  It offers a range of services and supports to people with disability, including a 

transition program. The transition manager identified ten young people in the transition 

program who met the inclusion criteria and sent each young person and their family member a 

copy of the plain language statements for young people and for family members, inviting them 

to participate in the study. The young people were encouraged to discuss their involvement 

with a trusted person and then, if interested, to meet with the researcher at a face-to-face 

meeting to learn more about the study, including participation requirements. Interested family 

members were invited to contact the researcher directly by telephone or email. A suitable 

time to meet face-to-face was then arranged. One family member preferred to meet by 

telephone. 
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Five young people and five family members were recruited from Organisation 1. Two 

young people met with the researcher and subsequently declined to be involved. One young 

person became unwell and was unable to participate. One young person’s involvement was 

cancelled due to COVID-19. 

Organisation 2 

Organisation 2 is a disability service provider that offers a transition program. The process 

outlined above for Organisation 1 was also followed with Organisation 2. Two young people 

and one family member were recruited from Organisation 2. 

Organisation 3 

Organisation 3 is a disability service provider. The process outlined above for Organisation 1 

was also followed for Organisation 3. One young person was initially engaged, but then chose 

not to become a participant. 

Organisation 4 

Organisation 4 is a social enterprise. It did not identify anyone who met the eligibility criteria. 

Organisation 5 

Organisation 5 is a school for young people at risk of disengagement from education. The 

researcher met with the principal and a teacher, who reported that many of their students had 

undiagnosed mild intellectual disability, so staff were unsure whether they would respond 

positively. There was no further follow-up. 

Organisation 6 

Organisation 6 is a national initiative to improve the school-to-work transition for young 

people with intellectual disability. The organisation did not have direct contact information for 

young people with intellectual disability or family members who met the inclusion criteria. 
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Organisation 7 

Organisation 7 is a pilot Work Integrated Learning (WIL) program for people with intellectual 

disability. The program director was contacted and identified one student who met the 

inclusion criteria. That person and their family member agreed to participate. 

Organisation 8 

Organisation 8 is a family-led capacity building organisation. One young person with 

intellectual disability and three family members were recruited via Organisation 8. 

5.5.2 Recruitment of key informants 

An initial list of individuals with suitable expertise in the area of economic participation and 

young people with intellectual disability was created. A number were known to the researcher 

via her professional networks; others were suggested by participants. These individuals were 

initially invited to take part in the study by email. They received a copy of the PLS and were 

invited to contact the researcher by phone or email if they were interested in participating. 

5.6 Data collection methods 

The data for this study were collected between August 2019 and February 2020. 

5.6.1 Use of semi-structured interview procedure 

An exploratory qualitative design using individual interviews, aligned with constructivist 

perspectives (Charmaz, 2008), was used to generate data. An interview schedule was 

developed containing 23 questions for the young people, 17 for family members and 14 for the 

key informants (see Appendices E, F, G). All interviews were recorded and professionally 

transcribed to enable the researcher to fully engage with the participant during the interview 

and follow the interview schedule. Where possible, interviews were conducted face-to-face. 

One family member was interviewed by phone. 
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Young people with intellectual disability were supported to engage using the 

participatory methods Photovoice and photo elicitation (see Part 5.6.2). As part of this process, 

they were asked to show the researcher any photos they had taken at the beginning of the 

interview. In all cases, photos were stored digitally on a phone or laptop. The participants were 

asked to describe these photos and why they took them, and each photo was then discussed. 

The participants were also invited to look through the set of photos provided. This enabled 

them to both discuss photos they had taken themselves and choose photos from the pack that 

had personal meaning. 

Following the photo elicitation process, the young people were asked to provide 

responses according to the interview schedule (Appendix E). 

5.6.2 Photovoice and photo elicitation 

To ensure the equal participation of the young people, the researcher employed several 

practices to support their inclusion, including using visual images in semi-structured 

interviews. Traditional qualitative research methods often used in inclusive research, such as 

interviews and focus groups, implicitly favour cognitive ability (Klotz, 2014, as cited in Cluley, 

2016) such as the ability to recall information or relate a story. To overcome this, the 

researcher used an adapted version of Photovoice, a visual method focusing on participant-led 

photography that was originally developed by Wang and Burris (1997). 

Photovoice is a creative form of community-based participatory research (Schleien et 

al., 2013) that is grounded in both qualitative and action research. Its theoretical 

underpinnings include the critical education approach (Freire, 1973), feminist theory, and 

documentary photography (Wang & Burris, 1994). According to Wang and Burris (1994), 

Friere’s approach enables identification of important issues in people’s lives: critical reflection 

through conversation supports the identification of causes and solutions in real-life contexts. 
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Feminist theory recognises that the dominant culture can result in research that is biased. 

There is therefore a need for individuals from underrepresented groups to be provided with 

opportunities to assert authority on their own lives using methods that value their experiences 

(Jenkins et al., 2019). Photovoice also draws on the critical consciousness raised through the 

powerful visual images generated via the practice of documentary photography (E. D. Carlson 

et al., 2012), which allows others to see the world from the viewpoint of people who are 

leading different lives (Wang & Burris, 1994). The provision of cameras to members of an 

underrepresented group, enables the creation of a ‘voice’ through the photographs that are 

taken (Wang & Burris, 1994). 

Photovoice is explicitly useful for vulnerable populations because it does not presume 

the ability to read or write (Overmars-Marx et al., 2017). Booth and Booth (2003) emphasise 

its suitability for people with intellectual disabilities because it helps to include people who 

have difficulties with communication or cognitive function in research. By supporting people 

with intellectual disabilities to communicate, it can be used to answer research questions. 

Photovoice uses photographs to facilitate the expression and documentation of the 

views and needs of people with intellectual disability (Jurkowvski, 2008). It involves individuals 

taking photographs to illustrate the research problem or question and/or their social roles and 

identities (Dorozenko et al., 2015). Dorozenko et al. (2015) used Photovoice and 

conversational interviewing in their study with young people with intellectual disability, in 

which photos taken by the participants acted as a stimulus for the interviews. The photos 

themselves were not analysed; rather, the descriptions of the photos provided the interviewer 

with points of engagement. Conversational interviewing can accompany Photovoice, allowing 

the researcher to provide participants with additional information, for example by clarifying a 

question, to ensure that they can participate (Folkestad, 2000). 
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This study used an adapted version of Photovoice in conjunction with conversational 

interviewing to enable the young people to participate in the study. Participants were 

provided with information about Photovoice, and with verbal and written instructions in Plain 

English about taking photos to use in the conversational interview. This was done using a 3-

phase meeting process. 

Meeting 1 

Once an organisation identified a young person with intellectual disability who met the 

eligibility criteria and wanted to be involved in the study, the organisational contact arranged 

for the young person and the researcher to meet at a suitable time and location (e.g., the 

organisation’s premises). The young person was introduced to the researcher by a member of 

the organisation’s staff who was known to them, and who asked the young person if they 

would like them to stay in the meeting. None of the young people asked the organisational 

contact to stay. The researcher then introduced herself to the young person and engaged in 

conversation to break the ice, then explained what would be involved in the study, and the 

researcher and young person read through the PLS together. The researcher checked whether 

the young person had any questions, and asked them to take the PLS home with them and 

check with someone they trusted, such as their mum and dad, about being involved in the 

study. The researcher’s contact details were provided on the PLS so that parents or other 

significant support persons could contact them with any questions. 

At this point three potential participants declined to be involved. 

Meeting 2 

The researcher met with each interested young person again approximately one week after 

Meeting 1. The researcher checked with the young person that they remembered what the 

study was about and what they were being asked to do, and then read over the PLS with them 
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again. The researcher confirmed whether the young person had spoken with a significant 

support person about the study and confirmed again that they wanted to be involved. The 

young person then signed the consent form. At this point one potential participant declined to 

be involved. Another young person became unwell between Meetings 1 and 2 and did not 

participate. 

At Meeting 2, the researcher asked each young person some background questions 

(see Appendix E). This was done to collect relevant data, such as age and type of schooling, 

and to build rapport. The researcher explained that the study was about work, study and 

training, and that she was interested in talking to them about the work, study and training 

they do now, have done before and want to do in the future. The researcher and the young 

person also discussed work, study and training in general, to ensure the young person 

understood the subject clearly. 

The researcher then explained Photovoice in simple language, providing a copy of the 

Photovoice Easy English instructions (see Appendix H) explaining each step. The researcher 

then showed the young person photos from the ‘Picture My Future’ photo kit (Ottmann et al., 

2013) as examples of photos that other people had taken. The researcher then checked that 

the person had a camera, which all the young people did on their mobile phones, and that 

they knew how to use it. A short conversation about some of the young people’s current work, 

study and training activities was held, during which the researcher asked the young person to 

suggest some things about work, study and training that they could take photos of for the 

project to reinforce the task. The researcher reminded the young person that they had two 

weeks to take the photos, and that they would meet again in two weeks to look at them. The 

researcher finished the meeting by telling the young person that she would call them or meet 

with them one week later to check their progress with taking the photos, and made a time 
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with them. Finally, she checked that the young person was clear about everything and did not 

have any questions. 

Meeting 3 

Meeting 3 was held face-to-face, or by phone if face-to-face could not be arranged. The 

researcher asked each young person if they remembered what they were being asked to do 

for the project, and once they confirmed this, checked whether they had been able to take any 

photos. The researcher asked if the young person was experiencing any difficulties and 

reminded them that they had been asked to take photos about work, training and study. They 

then confirmed the date and time for Meeting 4, to conduct the semi-structured interview. 

The young people were asked to take photos about things that were important to 

them about work, study and training (see Appendix H). Despite having easy access to cameras 

on their mobile phones and being in work, study and training spaces, the young people were 

not able to use Photovoice in its pure form outlined earlier, as the Photovoice method 

imposed a level of abstraction that did not allow participants to capture their activities. Only 

one participant brought her own photos to the conversational interview, having been provided 

with significant support by her father to do so. One participant demonstrated the 

inaccessibility of the method by bringing a personal item that was representative of her strong 

work interest in a particular field to the interview instead. 

The use of photos in conversational interviewing, known as photo elicitation 

(Folkestad, 2000; Glaw et al., 2017), was substituted for Photovoice where the young person 

did not provide photos of their own. In this situation, the young person was provided with 64 

loose photos covering a range of topics based on the UNCRPD Articles (see Appendix I for 

examples). The young people enjoyed looking through the photos, which acted as a concrete 

anchor enabling them to talk about work, study and training (e.g., a picture of a person 
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gardening prompted recollection of their own experience gardening). The eight specifically 

work-related photos elicited highly specific information, such as the young people expressing 

preferences for or dislike of a particular type of work. The broader photos also elicited 

important information about the young people’s lives more generally, particularly their 

hobbies and interests, and provided an opportunity for the young people to identify the 

strengths and barriers they perceive they experience in relation to economic participation. The 

young people were assertive, particularly when they had a strong dislike for something. It was 

also clear that their exposure to economic participation options was limited, as they often 

stated that they had not tried something or did not know about it. The photos therefore 

helped expose the young people to a broader range of options than they had previously 

known about. 

The photos were particularly important for the young people who had impaired 

speech or experienced difficulty organising and expressing their thoughts. For example, a 

football image sparked a detailed conversation about work preferences with one young 

person. Using the photos enabled them to convey their thoughts more effectively, which was 

particularly important when talking to the researcher, whom they did not know very well. The 

photo also acted as a communication aid, enabling the researcher to better understand what 

the young person was trying to convey. All the interviews produced useful data. 

5.7 Data analysis methods 

The data collected from the young people, family members and key informants was 

thematically analysed using inductive data analysis. The themes derived from the data 

collected from young people and family members related to RQ1 are reported in Chapter 6. 

Deductive analysis of the themes was undertaken using Clifford Simplican et al.’s 

(2014) ecological model of social networks and community participation. Themes derived from 
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the data collected from young people, family members and key informants relating to RQ2 and 

RQ3 are reported in Chapters 7 and 8. 

5.7.1 Inductive data analysis 

Thematic analysis is ‘a method for identifying, analysing and reporting patterns (themes) 

within data’ (Braun & Clarke, 2006, p. 79). The flexibility of this approach means that it can be 

used in a wide range of studies to provide a ‘rich and detailed, yet complex account of data’ 

(Nowell et al., 2017, p.  2). It is also a useful way to manage large datasets, supporting the 

summarising of key features by forcing the researcher to ‘take a well-structured approach to 

handling data’ and thus helping to produce a clear and organised final report (Nowell et al., 

2017, p. 2). It was chosen for this study because it is useful for examining the perspectives of 

different research participants (Nowell et al., 2017), in this case young people with intellectual 

disability, family members and key informants. Thematically analysing the data using a 

systematic line-by-line approach made similarities and differences in the data apparent and 

assisted in generating unanticipated insights. 

The data was initially analysed using inductive thematic analysis, which was informed 

by existing theoretical ideas about transition from school and the economic participation of 

young people with intellectual disability (King, 2020). Inductive thematic analysis stems from a 

tradition of qualitative research in which the researcher is guided by data rather than a pre-

established hypothesis (Hansen, 2006; Saldana, 2016). This analysis occurred concurrently with 

the semi-structured interviews. The process involved ‘systematic examination and re-

examination of the data line by line in order to obtain meaningful categories that can be 

grouped to form a theme or a series of themes’ (Minichiello et al., 2008, p. 280). The data from 

each participant group were analysed separately before being compared and contrasted 
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(Lindsay et al., 2018). Axial coding was used to make connections between the various themes 

in order to organise and understand the data (Minichiello et al., 2008). 

The five phases of analysis (based on Braun and Clarke, 2006) used to undertake the 

analysis were: 

1. Familiarisation with the data: The researcher conducted all interviews, which were 

recorded and transcribed. Each interview was read and reread several times, and 

uploaded to NVivo. Initial ideas were noted down in a series of notebooks. 

2. Generation of initial codes: NVivo was used to undertake coding. Inductive analysis, in 

which the researcher read through each transcript systematically and generated initial 

codes based on the data, was used initially. Interesting features of the data were then 

coded systematically across the entire dataset. This allowed the collation of data 

relevant to each code. 

3. Search for themes: The initial codes were collated into potential themes using the 

research questions as a guide. All data relevant to each potential theme were collated 

under that theme. A map of themes is provided at figure 5.1. 

4. Review of themes: Themes were reviewed throughout the write-up phase, with an 

emphasis on whether they worked in relation to the coded extracts (Level 1) and the 

entire data set (Level 2). The final themes are presented in Chapters 6–8. 

5. Definition and naming of themes: As the themes were further refined, their names 

evolved. Ongoing analysis also refined the specifics of each theme and the overall 

story the analysis told, generating clear definitions and names for each theme. 

Themes  

A thematic map is provided below in figure 5.1. 
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5.7.2 Deductive data analysis 

In the second stage of data analysis, Clifford Simplican et al.’s (2014) ecological model of social 

networks and community participation outlined in Part 4.2 was used as a coding framework to 

explore the data derived from young people, family members and key informants that was 

related to the barriers the young people experienced to economic participation and the 

strategies used to address them. The data derived from key informants was triangulated with 

the data provided by young people and family members (reported in Chapter 6). This enabled 

the barriers to be identified across the ecosystem and from differing perspectives. Data from 

young people and family members about the resources and supports they valued during the 

transition period was then triangulated with data from key informants to identify resources, 

supports and strategies to address the barriers identified (see Chapter 8). 

Using a deductive approach, the data was categorised at the individual, interpersonal, 

organisational, community and sociopolitical levels (Clifford Simplican et al., 2014) to enable 

analysis of the barriers and enablers to economic participation for young people with 

intellectual disability and how they intersect with one another. The deductive analysis started 

from the premise that the lack of economic participation opportunities available to young 

people with intellectual disability is the result of a complex set of factors that operates across 

the ecosystem, that the barriers described by the participants would therefore be apparent 

across the ecosystem and that it was important to illuminate those in order to avoid simplistic 

solutions and enable complex responses to address the barriers. The deductive data analysis 

process made those barriers visible, demonstrated how they interacted across systems and 

helped to identify where in the ecosystem strategies would need to be implemented to 

address them. This enabled a determination of whether the factors that promote economic 

participation (e.g., attitudes, funding, support models and individual factors related to 

intellectual disability) were missing or present, and at what level of the ecological system. 
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Themes related to RQ2 and RQ3 

The organisation of data into the categories of the ecosystem (using the Clifford Simplican 

model) was accompanied by further inductive analysis, as described above, where sub themes 

within each ecological level were derived from the data (see figure 5.1).  
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Figure 5.1  

Themes 
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5.8 Conclusion 

This chapter detailed the method and methodology adopted for the study and provided 

information about the research participants. In chapter 6, the data related to RQ1 is 

presented. 
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Chapter 6: Transition experiences of young people with intellectual 
disability and family members 

6.1 Introduction 

This chapter examines young people’s and family members’ expectations about economic 

participation, and how their experiences of transition from school impact on the decisions they 

make regarding economic participation-related activities. 

The chapter addresses RQ1: How do young people with intellectual disability and their 

families describe their transition experiences? How do these experiences influence their 

decision-making related to pursuing economic participation-related activities? Three main 

themes structure the discussion of transition experiences: an ordinary life; pathways to 

economic participation; and complex decision-making factors. 

6.2 An ordinary life 

Expectations and aspirations about paid work and young people’s futures shaped young 

people’s transition experiences and those of family members. The young people clearly 

articulated the importance of family relationships to them, detailing their reliance on family 

members for a range of informal supports. Family members were positioned as crucial to 

opening up opportunities for them, including economic participation opportunities. Young 

people identified mums or dads as the people who would teach them new skills or help them 

find a job: for example, Clare’s daughter Penny thought it would be her mother who would 

‘book her in to get a job’. Across the cohort of family members, it was clear that visions for 

young people’s futures were created and held with their families, and family members saw 

themselves as being responsible for holding and realising those visions, teaching their young 

people a range of life skills and working towards realising desired outcomes. 
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Expectations about young people’s future roles were firmly grounded in expectations 

about them being included, having something valued and meaningful to do, feeling like they 

belonged and being part of the community. Family members recognised the role community-

based employment would play in this. Both young people and family members had a strong 

desire for the young people to have ‘ordinary life’ goals. Here the idea of ‘ordinary’ is informed 

by normative standards for life pathways, which involve having work opportunities and a range 

of relationships, and moving out of the family home. This vision was grounded in ideas related 

to life in the broader community, including employment in a community-based job. 

Seven family members involved in the study – Rhonda, Francine, Anne, Clare, Carol, 

Janice and Jane – had strong visions for their young people and were actively managing access 

to services and supports to bring about this vision of an ordinary life. Clare has a 19-year-old 

daughter, Penny – her youngest child – who has Down syndrome. She described her vision for 

Penny’s future: 

Eventually I would like to think that she has an independent life that has structure and 

meaning, that she has relationships that are meaningful to her. There is no reason why 

she can’t eventually be independent with her travel and work and living, she can be 

taught to do those things. I think that … eventually when she lives independently she 

will always need to have someone regularly coming in and making sure that things are 

still on track. (Clare, family member) 

Clare clearly articulated her expectation that Penny would become independent and lead a 

meaningful life. However, neither she nor the other family members had formally documented 

their visions; nor were they explicitly using them to drive the post-school activities their young 

people were engaged in. Penny had recently finished school, and it was clear Clare had 

thought very deeply about her future. For her, this was a responsibility that fell to Penny’s 

parents, not her service providers. When asked if service providers had given any advice about 

future planning, Clare replied: 
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No. No, no. Not at all. Certainly not from [provider]. It’s really up to yourself as the 

parent. You know, if the person with a disability doesn’t have a family that will do this 

then they will stay at [service provider] full time forever. (Clare, family member) 

Parents play a key role in engaging with ideas of what an ordinary life is and shaping ideas of 

what an ordinary life could be for their young people. The concept of ‘ordinary’ here describes 

modes of social inclusion that parents feel their young people are marginalised from. It holds 

in tension the lived experience of marginalisation, the practical opportunities that young 

people and parents aspire to and the skill sets of the young people and families. 

6.2.1 Economic participation is part of an ordinary life 

The young people in this study aligned their thinking about their futures with that of 

other young adults in their lives, expecting that they would get jobs. They valued being 

employed, and spoke about learning new skills for work, expecting that service providers and 

family members would help them to find jobs. Having a job featured particularly heavily in 

their thinking when their individual values were negotiated in relation to those of siblings.  

For James, having a job was part of having a life: ‘I had to obviously get a job. … I can’t 

just live, with no life and have no job. … I don’t want to live without a job… [It’s] very 

important [to me]’. Work was an important goal for him and other young people because of 

the perceived benefits a paid role would bring, including social benefits such as new friends, 

improved independence, responsibilities and commitments to look forward to and something 

to do. As James said, 

Actually, it’s not about the money. I want to have more experience in myself and teach 

myself more about these different kinds of jobs. Learning new things is more 

important than money to me. I care about meeting more people, new people, more 

than money. (James, young person) 
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Not all of the young people were as verbally articulate as James. Many used the photos 

provided by the researcher or photos they took as part of the study to talk about what was 

important in their life. They engaged with ideas about their own futures, discussing what they 

thought the future held and the types of activities and roles they had access to. Those who had 

recently finished school were full of expectation and hope about the future, including holding 

dreams of getting married one day, having homes of their own and working. Conversations 

about work focused on the types of work they would like to do. 

The young people recognised their limitations, yet none spoke specifically about 

having an intellectual disability. Instead, their conversations focused on their work preferences 

and how they thought their goal of working would be realised. Having finished school, the 

young people were involved in activities including unpaid work experience, classroom-based 

activities and travel training. They thought these activities were valuable, and described the 

skills they had learned since finishing school. 

Family members thought having a job in the community would provide their young 

people with valued roles, meaning and opportunities to grow and develop. Janice, who has a 

son in his mid-20s, held an expectation of work for him and strongly believed that ‘everyone is 

employable if you just find the right fit’. Clare’s daughter Penny was the youngest in a large 

family in which everyone worked. Having a job was regarded as a component of adulthood, 

and as important to Penny’s identity and self- esteem: 

…she knows, when you're an adult you move out, you have a job. I think it’s probably 

more about how she feels about herself, her identity, and that’s probably the most 

important part of that. She’s quite task-oriented so if she knows these are the jobs 

that have to be done and she’s able to do those in an orderly way then that makes her 

feel really good about herself too. (Clare, family member) 
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Mary’s son had left school two years ago and was undertaking a transition program. When 

asked about his future roles, employment was the first thing she discussed: 

I hope that he's in some sort of steady employment … paid work. I don't think what 

he's doing at the moment is something that you can have for many, many, many years. 

It's nice perhaps for five years or so, but eventually we'd like to see him in 

employment of some sort. (Mary, family member) 

Francine explained that a small amount of paid work would provide her son with the 

independence he sought: 

I would like to see him in what he’s doing now at the local pizza place or some type of 

establishment like that where he can actually go to be employed. And he wouldn’t be 

able to do full-time. It’s more like maybe two afternoons or two sessions or whatever 

you want to call it, three sessions. But just enough to give him – he wants 

independence. (Francine, family member) 

For Anne, work would bring her son a range of benefits: 

I’ve always wanted him to work. I’ve always pushed for that. I’ve always pushed for 

him to be as independent as possible ... give him something to look forward to every 

day. It’d also give him access to the community, it’ll give him a different social aspect, 

it’ll get him to mix with regular people in the workforce. It’ll broaden his horizons. I 

can see a lot of positives for him. It’ll also show him how he needs to behave in the 

workplace. (Anne, family member) 

Her son’s previous paid job had led to a range of valuable social opportunities: ‘When he was 

at [name of employer] he went to the Christmas party. They had a cricket day and he went to 

that. He loved it and they loved him’. Similarly, Jane saw work as providing an opportunity for 

her daughter to feel valued, something that activities alone could not provide: 

Working – especially if it’s a valued role, makes you feel valued, and I think that’s 

important … work provides – gives you something to do. Gives you socialisation as 

well. Otherwise … if you’re just floating along doing all these activities but you’re just 
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doing stuff. Even though it’s stuff you enjoy – oh, I don’t know. It’s a really hard 

question. (Jane, family member) 

She spoke about being able to ‘fill up’ her daughter’s time with non-work activities if 

necessary, but did not think this was a good option: 

I don’t know that I really want this model of her being part of a [disability] 

organisation … where they just do this and this and – the week’s planned out 

accordingly. There are so many things I think she would enjoy doing. (Jane, family 

member) 

The concept of occupying a young person’s time resonated with Carol, whose son had just 

finished school. She described her planning for the next year: 

… we expect him to be busy nine to five and have a social life. But it will be this 

mixture of work, which I really hope in the long term will increase, some explicit self-

advocacy stuff where you talk about speaking up for yourself, and being in charge of 

your own life and learning. (Carol, family member) 

For Clare the financial aspect of work was not the critical factor: 

The advantages of [Penny] having a job, it’s not about the money, it really isn’t. 

Because the reality is that if she’s working eight hours a week it’s offset with [the DSP] 

... but it will then equalise out, you know. It’s not really about the money. Penny sees 

her siblings getting jobs and going to work and in her mind you're an adult when you 

go to work, and you have jobs and then you manage your own life. She said, 

‘Eventually I’ll have my own house’. (Clare, family member) 

For Francine, the benefits of work were expressed in terms of how it helped shape her son’s 

identity, giving him a sense of pride and contributing to his wellbeing:  

Yeah … it’s who he is and what he can do. And of course, have pride in himself. He 

really glows when he’s going to work, and he takes pride in what he does. (Francine, 

family member) 
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Carol had worked hard to have her son included in the basketball club their family was part of, 

including negotiating a casual role for him at the stadium. Similarly, family member Brian’s son 

Corey loved football, and his involvement in a local club as a player was a source of great pride 

to Brian. He thought it provided a range of opportunities for Corey to be part of the local 

community and could lead to employment opportunities for him. 

The expectation that work would be a component of the young people’s future life 

was very clear, and family members and young people both used that goal to anchor their 

thinking about ‘what next’ now school had finished. 

6.3 Pathways to economic participation 

6.3.1 Transition supports 

Family members described how the range of supports available to them and their young 

people were dependent on the schools the young people attended. Special schools provided 

process-oriented transition supports that were driven by school staff over a short period of 

time in the last year of school. Family members were expected to attend activities and 

information sessions about options, and received support when preparing reports and 

deciding about the programs or services their young people would attend post-school. In 

contrast, family members of young people attending non-government mainstream schools 

described a poorly mapped-out transition process which resulted in the school failing to 

provide all the supports promised. 

Within special schools, it was typical for transition planning to commence at the 

beginning of a young person’s final year of school, although several schools provided activities 

earlier. Family members received information from the schools about the activities they 

should attend. Rhonda described in detail the transition process developed by her daughter 

Amy’s special school: 
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It started early in the year … it was compulsory for parents to attend a Careers Expo. I 

think I went to a meeting after that at school as well … It was probably like a one-on-

one, you know when they would do their parent-teacher interviews they probably said 

a bit more about it then, just to let me know the timeline. Then a timeline was 

presented for me to come to a decision, what I would like Amy to do the following 

year when she left school. Then there was some testing (such as IQ testing) involved as 

well, because things needed to be up-to-date. (Rhonda, family member) 

The planning was heavily focussed on locating suitable options for students to transition to 

post-school. Family members and young people described activities such as regional careers 

expos, information sessions held at schools, one to one meetings and assistance with 

preparing reports and applications. The process culminated with a post-school option being 

selected for the young person and the school liaising with the provider if required. Family 

members were expected to choose before the end of the school year so assistance with 

handover could be provided if necessary. However, there was no evidence that the process 

included any detailed or long-term planning about the young person’s future. 

The regionally organised ‘careers expo’, at which local organisations – predominantly 

disability service providers – provided information about the post-school services they offer to 

young people with intellectual disability, was the first transition event several families 

attended. Some described it as the first chance for them and their young people to see what 

was available. Rhonda found it valuable: 

At this careers expo there were providers for all different types of services, things for 

us to think about for the following year; what we planned with our child, what we 

thought – just to give us ideas for the next step. Because it's – like myself and other 

parents – completely new to me. I didn't know what was out there and it was just food 

for thought. That was really good that expo, because I was quite surprised – the 

services that were able to be provided for the following year. (Rhonda, family 

member) 
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The expo was designed to help young people and family members narrow down their 

preferred options rather than make a final decision. They spoke to service providers and 

collected information about what each provider offered and followed up with their preferred 

providers later. 

School staff guided the decision-making process by giving parents recommendations 

about the suitability of the various options available, including whether a young person was 

suitable for economic participation activities. In some cases, they also made recommendations 

about particular service providers families should speak to at the expo. For instance, school 

staff suggested the SLES program as suitable for Mary’s son, which she agreed was a good 

choice. Rhonda followed up with a DES after the expo, describing a tour she took with other 

parents and students from the school to see the workplaces people with intellectual disability 

had been placed in: 

I went with Amy for an information day. I went with the school, with a few other 

parents and it was a presentation, then a bus tour visiting some of the students they'd 

found jobs for. That was one of the places at the Careers Expo. If you were interested 

there was another step to that as well. The school helped organise that, the lady who 

did all the transitions, she came along. That was interesting … I found it valuable but at 

the same time I found that it wasn't the right thing for Amy as well. (Rhonda, family 

member) 

Jane’s daughter and Carol’s son transitioned from non-government mainstream schools, 

where the highly structured transition processes outlined above were unavailable. They 

therefore took on a more proactive role in planning for their young people’s transition, leading 

the process themselves and relying less on school staff to plan and guide the transition. 

Regardless of which schools they attended, all of the young people exited school with 

a transition outcome; that is, they were linked to a post-school provider, most often a 

disability service provider. Several recent school leavers had chosen a SLES provider, one a day 
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service and another a DES. Young people who exited school prior to the establishment of the 

SLES transitioned to day activity centres and specialist disability programs at TAFE. 

Families whose young people had attended special schools were largely satisfied with 

the transition supports they received. Staff were described as helpful and knowledgeable 

about their young people, and they received necessary information: 

I felt the school was pretty good. Once you had a better idea what you were drawn to 

through the Careers Expo – and there were lots of options there – I found Amy’s 

school really, really helpful actually. They were really good. [Q: They seemed to know 

what the options were? It wasn't like you found out a year later that there were all 

these other options that you didn't know about?] No, I was really happy with the 

school. They were terrific, every step of the way actually, they were really good. 

(Rhonda, family member) 

Despite receiving support to plan for post-school life, none of the young people or family 

members could remember being provided with a written plan during their transition process. 

In addition, once school finished, the resources families had relied upon for so long were 

unavailable, leaving some family members with gaps in information and support. Some later 

realised they had made the wrong choice about their young people’s post-school options. For 

example, Brandon’s special school only provided his mother Janice with information about 

segregated disability programs, and she was expected to make decisions before Brandon had 

had the opportunity to engage in any work-related activities. Janice described a laid-out 

pathway in which no thought was given to non-disability options: 

The school and the services, there was a kind of coordinated approach. There was 

nothing about stepping off that pathway and looking somewhere else or doing your 

own thing at all. It was just basically, ‘Here are the options; A, B, C, D.’ We were just 

comparing what we thought was an innovative service to a more traditional service … 

There was a pretty laid-out pathway, it seemed to me. [Q: Laid out by the school you 

mean?] Yeah. They did some tours at school and him and I went, and we just went on 
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a feel and it was really what he thought which was great. He went to this particular 

day service and said ‘Okay, well this seems quite innovative,’ and we got a good feel 

for it. (Janice, family member) 

Two years later, Janice removed Brandon from the day program he had transitioned to, and he 

was supported into a paid job. Likewise, Francine followed the school’s process, which resulted 

in her son moving from a special school to a disability day service without any opportunity to 

experience economic participation activities. She regretted this decision when his behaviour 

became problematic and eventually moved him out. 

The non-government independent schools Carol’s son and Jane’s daughter attended 

were focused on moving students from school to university and other mainstream post-school 

options, and this meant there were no supports available during the transition period for 

students with intellectual disability. Instead, families undertook the necessary work, searching 

for the right post-school options for their young people. For Jane’s daughter, the school year 

finished in mid-October when the senior students started their exam period. Jane had not yet 

finalised post-school arrangements for her, thus this early finish to the school year resulted in 

a gap. 

6.3.2 Adapting to new routines 

For young people and their families, finishing school was a time of upheaval that required a 

period of adjustment. The initial focus was on establishing new routines and learning new 

skills, and on work preparation, including undertaking courses and work experience and 

learning to travel on public transport. It was hoped these activities would eventually result in 

paid employment outcomes for the young people. However, after a period of relative stability 

at school, family members recalled this time as being particularly stressful, as they took on the 

bulk of the responsibility for sourcing information about options for their young people, 

weighing them up and making decisions regarding post-school programs. They also shouldered 
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much of the responsibility for the day-to-day management of funding and service access under 

the NDIS. Some family members reported feeling overwhelmed by the decisions they needed 

to make and the complexity of the system they were required to navigate. Some felt unsure 

about whether they had made the right decisions, often doubting themselves when things did 

not go to plan. 

Attendance at school had provided routine, and arrangements had been structured 

around the young people being occupied and supervised during school hours. The work of 

transitioning the young people into their new post-school activities only began once school 

finished. Families needed to plan new routines for both their young people and the family as a 

whole and recognised that that might take a while. For many, disability services programs 

provided structure due to the young people being engaged in activities during school hours 

and school terms. For Clare, the disability transition program she chose for Penny provided a 

stepping stone from school to the adult world: 

Our decision-making on what we were going to do after that was heavily based on 

coming out of 14 years in one supported structure and trying to make that transition a 

little bit easier. We opted to look at [disability service] because it was a program that 

was already close to us and she could go there five days a week initially and then we 

could work it out from there. If we could get her going to one place that was 

supportive for that first year [it] would make it easier for her. (Clare, family member) 

Rhonda had a clear goal around paid work for her daughter, but was using a transition-type 

disability service as an initial, interim approach. She hoped it would be a stepping stone on the 

pathway to work. Rhonda’s daughter and not been out of school long, and having her at home 

doing nothing was not the outcome Rhonda wanted: 

I don't want Amy just at home doing nothing. I don't want that at all. So even if she is 

doing a few hours here and a few hours there of different things and there's a 

combination of social things as well. (Rhonda, family member) 
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Clare couldn’t imagine Penny being stuck at home without structured activities: 

You know, you leave school, it’s structured and you're told ‘This is the program,’ and 

then, I think if she wasn’t at [disability provider] and she was at home, there would be 

absolutely no structured program, gosh what would you do? Just imagine leaving 

school, not going into a program and then just staying at home. For those families, 

then what happens? I think five days a week there needs to be structure because I see 

what happens over the holidays, and she doesn’t like it either, where you get a bit lazy 

and you watch movies and it’s not ideal. She would need to have structured activities 

where she goes out of the home, whether that be music, art, physical activity or 

something like that. (Clare, family member) 

James was involved in a transition program with a disability service where he primarily 

undertook unpaid work experience. He clearly valued the routine and busyness the program 

provided, and agreed that without structure he could get lazy:  

[Q: Okay. If you ended up and you didn’t have a job, what would you do with your 

time?] I would be upset probably. Probably sleep all day. Won’t get up and play video 

games. (James, young person) 

Carol, whose son was about to finish school, wanted him to be ‘busy nine to five and have a 

social life’. Mary outlined how she had blended together a range of activities including work 

experience, a TAFE course and sports participation for her son to keep him busy: 

I just couldn't imagine the thought of my son just sitting at home not doing anything. 

No, no. And that scares me too. That really scares me. Because ideally – I couldn't even 

imagine the thought of having a 25-year-old just lounging around at home, sitting at 

the television or his phone or his games. No. (Mary, family member) 

Learning how to move around the community independently was a skill the young people 

needed to learn to support their new activities and routines. Penny proudly talked about the 

travel training her family had been helping her with, focused on using local buses. Rohan 

travelled all over the city independently, including to his city-based training course, something 
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he was very proud of. However, travelling around in the community created stress for several 

family members. Family member Brian’s son Corey had only just started to travel on public 

transport with a group, learning how to use the ticketing system. For Brian, stepping up to 

travelling alone was ‘petrifying’. Jane’s daughter was learning to travel to her day program, as 

was Clare’s daughter Penny. They described in detail the effort they had gone to create a safe, 

almost foolproof, route for their young people, putting in the supports they needed while the 

young people built their confidence and skills. 

6.3.3 Unclear pathways to economic participation 

The period of transition from school foregrounded feelings of uncertainty about what the 

future held for both the young people and their family members. The completion of the 

relatively stable period of schooling forced young people to think, sometimes for the first time, 

about what their adult life might look like. While the family members in this study 

overwhelmingly had high expectations about their young people being able to obtain paid 

community-based work, they expected it to be difficult and recognised that intellectual 

disability would result in a need for additional support. Rhonda summed up those feelings by 

saying: 

People say, ‘Will Amy get a job?’ Yeah, well hopefully! I do want that, and I hope that 

and I'm going to be positive that it will happen one day. I'm not being negative, but I 

can't imagine it at this stage. (Rhonda, family member) 

This expectation was shaped by experiences of negotiating the barriers and pitfalls of the 

economic participation landscape. Family members were very aware that unlike other 

activities undertaken by their young people, gaining paid employment required buy-in from an 

employer willing to make a significant commitment to supporting a young person. They 

expressed concerns about finding employers who were willing to engage young people with 

intellectual disability in paid roles, due in part to the stigma that exists about the capabilities of 
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this cohort. Clare, for example, recognised that people would judge Penny, who has Down 

syndrome, based on how she looks and behaves: 

I know when we’ve had almost 20 years of ‘Don’t do that in public,’ ‘Pull your trousers 

up higher,’ you know, ‘That’s not a good look,’ ‘Make sure you wash your face’. I’m 

aware that things that other people can get away with someone with a disability can’t 

get away with. And that the standard for her behaviour and look is much higher than 

other people’s. When you're different you can’t afford to stand out. (Clare, family 

member) 

Anne thought that work was achievable for her son despite his challenges. She recognised that 

to be employed her son would need to be productive, and that managing his disability was one 

way to ensure that he was: 

… provided we can control the Obsessive-Compulsive Disorder (OCD) and the 

Oppositional Defiance Disorder (ODD), I cannot see why he can’t hold down a job, 

whether it’s five days a week or whether it’s seven or whatever … Even if it’s only 

10:00 until 3:00 every day … if they want to work, they’ve got to be able to produce 

something. They can’t just go there and expect to sit on their backside and do nothing. 

It’s important that they contribute if they go to work. (Anne, family member) 

Family members were unsure whether employers would be willing to provide paid work and 

whether there were jobs available that their young people could do after they finished their 

training. Francine’s son, who was 24, had been involved in a range of training programs since 

finishing school, none of which had led to a paid job: 

You can do all the training, which he’s doing, right. And you can do training on the job, 

that’s fine, but then once the training on the job is finished you’re back to square one. 

You don’t have a job to go to. (Francine, family member) 

The young people themselves recognised that gaining employment might be difficult. For 

example, they stated that not being good with money could be an issue for retail roles. Others 

thought that their physical limitations would impact on their ability to work in particular 
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industries. For example, Brandon recognised he might not be fast enough to work in 

hospitality, and he and Leanne were concerned that they would be unable to complete the 

necessary minimum training to work in childcare and the fitness industry. 

Some participants were unsure about how paid work opportunities would become 

available to young people, and felt a lack of clarity about how the activities they were 

undertaking were building towards the goal. The short-term transition-focused planning 

discussed in Part 6.3.1 ensured that each young person was connected to a post-school 

provider, commonly a SLES provider. However, a number of family members were concerned 

about ongoing planning and feedback about progress towards employment goals. Families 

relying on providers described a lack of formal planning and felt left in the dark about what 

was happening, sometimes being unsure if funding would continue post the two-year program 

period. No one had documented agreed, outcome-based goals, and there was little in the way 

of feedback about progress or next steps. Family members also reported not receiving regular 

information or updates about activities their young people were undertaking beyond basic 

information about problems or issues, or funding coming to an end. Due to the highly 

individualised nature of the programs and services the young people were engaged in, they 

rarely saw agency staff. As Mary commented, 

I love the guys at [program] … but what I find is, I don't get feedback enough. I get 

feedback when I'm alerted to the problems, the incidents that crop up, and we've had 

a few doozies with [son]. [Q: But you're not getting any ongoing stuff?] No, and if I 

don't initiate: ‘Look, I'd like to meet with you, I'd like to have an update – I think six 

monthly as he is moving [towards the end]. Okay, [he] started here, six months [ago], 

how is he doing?’ [Q: You didn’t get anything?] Never, no. Unless I say, ‘Look I'd like to 

meet with [you].’ (Mary, family member) 

The lack of a written plan left Vera unsure about her daughter’s pathway. She had little 

contact with the staff from her daughter’s program, and the contact she did have was 
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informal. She thus did not know if her daughter would be able to continue in the program once 

her funding ran out. ‘I don’t know what’s going to happen’, she replied when asked about her 

daughter’s activities post-SLES. 

Additionally, while the young people were engaged in a range of activities, there was 

no coordination between the various providers, and no clear long-term goals around 

employment. Some family members had taken on a quasi-support coordination role, but many 

were struggling to find services that would lead to employment. The poor communication 

between family members, young people and service providers resulted in a lack of 

collaboration, with family members working autonomously to move their young people along 

when they thought the service provider was not delivering what was promised. For instance, 

family member Brian said: 

I don’t know if this is a copout or not, but if you don’t do it, no one will tell you ... I just 

thought we would have got a little bit more. (Brian, family member) 

Family member Rhonda noted, ‘It's me digging for things’. For example, Rhonda was trying to 

organise volunteering for her daughter to help build her work skills: 

Volunteering is one of the things I want to get happening in the next year or so, at an 

animal shelter just for a few hours. To get to that stage (being independent), she 

would need someone to show her what to do and work with her. (Rhonda, family 

member) 

Young people were unsure about next steps towards community-based work. Leanne had 

been in the same unpaid work experience program for nearly a year and was very keen to get 

back into a paid role, but as staff from her SLES program hadn’t undertaken any detailed 

planning with her, she was unsure what would happen next and who would help her. Similarly, 

James was unsure about the process for moving from group to individual work experience. 

Although some young people had undertaken unpaid work experience in the same business 
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for several years, there were no clear pathways for them to convert an unpaid role into a paid 

one. For example, Francine’s son had been working in an unpaid role since undertaking a 

placement at a local business. For her, jeopardising the arrangement by asking for it to become 

a paid role was too risky, and she preferred it to continue unpaid because of the benefits it 

provided for her son: 

I don’t want to shatter that for him. If they say, ‘No we don’t want to go down that 

pathway, if you want to go down that pathway we’re not interested.’ At the moment 

I’m happy for him to just go there and volunteer, learn some skills. And for him to have 

that confidence and he goes somewhere he feels like he’s making a contribution. 

(Francine, family member) 

Nevertheless, the young people often continued to place their trust in staff members from the 

agencies they were involved with.  

Despite the lack of structured planning, families were initially optimistic about the 

future, hopeful that paid work opportunities would become available. They held a firm belief 

that with the right supports their young people were capable of working in community-based 

jobs, and that was the focus of their thinking. Some young people had transitioned to 

programs that had an employment focus or purported to offer pathways to employment, 

while others were undertaking a mix of activities that families hoped were building skills that 

would eventually enable them to transition out of disability services and into community-

based employment. Clare’s daughter Penny was typical of this approach: 

So, the thing with the five days of [disability provider], it’s not a long-term aim for her 

to be there five days at all ... she was at [disability program] five days and she does 

some work experience programs with them at the library. Then she was offered the 

commercial cooking over at the [name of] campus on Thursdays and then a place 

come up on Wednesdays to go out in the coffee trailer. So, she does that as well. It’s a 

good mix of work experience and then there’s some sport and rec. Then Tuesday, 

which is not her favourite day, is classroom work. She says, ‘I like hard work but it’s 
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hard work.’ The last few weeks they've been working on movie reviews which involves 

them working with someone else and writing things down and presenting. It’s all a bit 

of fun. (Clare, family member) 

Several family members reported experiencing significant stress and worry about whether the 

decisions they made were the right ones for their young people. Negotiating economic 

participation opportunities was particularly complex for them. They expressed concern that 

their young people were missing out on things that could help them, and sometimes felt 

overwhelmed by information from a range of sources including school staff, service providers, 

other parents and their own research. The individualised nature of the system meant that the 

activities on offer for their young people also kept changing, which caused confusion. Mary 

eventually sought counselling to help her manage the difficulties she experienced during the 

transition period: 

I actually got some counselling because I was struggling in that first year because it 

was really hard transitioning [son], his mindset of school and then in this new 

environment and that's where he was really being a little bit difficult. (Mary, family 

member) 

For others, there was the frustration of coming up against bureaucratic systems that 

prevented them from connecting their young people to the supports they thought would assist 

them in finding a community-based work opportunity. For example, families were given 

conflicting information about funding and available services and supports, while NDIS Local 

Area Coordinators were not up-to-date with relevant programs and did not provide consistent 

advice. Clare described the conflicting information she had received about funding: 

This discussion we’ve had about SLES funding and DES funding, I keep asking people 

and they're like, ‘Oh, yeah no, you don’t need that.’ Then someone else, ‘You know 

you can use it for two years and you should use it.’ I don’t know. I don’t think the Local 

Area Coordinator with her NDIS knows what she’s done… I just have to tell her ‘This is 
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what we want’ … I think really understanding what’s available and what’s the best way 

to head forward is a good idea. (Clare, family member) 

Vera has an intellectual disability herself, and although she had received information about 

programs and supports for her daughter, she found it difficult to understand and the NDIS 

confusing.  

Given this complex environment, some family members felt they had insufficient 

knowledge. As Brian said, ‘There’s no book you can read on this’. Mary also found the 

information overload overwhelming, and Clare reported that a year into her daughter Penny’s 

post-school life she was starting to doubt herself, wondering if she was doing the right things 

for her: 

Something that we’ve touched on before is we don’t know what’s there and we don’t 

know how… so once you leave the school system and, as I said, we were quite well 

supported to leave school and get somewhere … once we’ve done that, we talked 

about SLES funding and DES funding, well how the hell do you know what that is if no 

one tells you? And now we’re at a DES provider and she’s going to find a job. What 

else is out there that I don’t know that we should be doing? I wish we knew what we 

were meant to be doing. (Clare, family member) 

Failing to achieve economic participation outcomes led to families beginning to lose hope over 

time. Several family members recognised the significant barriers their young people faced in 

gaining and maintaining employment, which they had been unable to overcome. Despite 

experiencing a range of programs and activities, inability to secure ongoing community-based 

work had dented their optimism, and they had begun to seek segregated work opportunities 

instead, despite knowing it was against their young people’s wishes. 

6.3.4 Funding 

Despite the young people’s seemingly similar goals relating to economic participation and 

their, on the face of it, similar support needs, the funding available to each varied enormously, 
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and this in turn impacted on the supports available to them and the post-school activities they 

engaged in. The process of obtaining funding for economic participation-focused supports 

from the NDIS – the primary funder of supports to the young people – was not 

straightforward. Funding available depended on a range of factors including: age, goals and 

level of functioning, and the capacity of their advocate (usually a family member) to make a 

case for why the funding was necessary. Some family members found the planning processes 

frustrating, confusing and inequitable, and they did not receive the funding they needed. 

Others were able to advocate successfully to gain economic participation-related funding. For 

example, Rhonda had located a program she thought would be suitable for Amy, and 

organised funding so Amy could attend: 

I looked up something on the Internet to do with animals – it's a farm in [suburb]. I 

rang the lady – she was lovely – she said that things have changed and there is a really 

big waiting list. She told me what particular funding was needed so I brought that up 

at the NDIS meeting and Amy actually did get funding to attend one day a week. I'm 

looking at when a vacancy does become available and that probably won't be until 

early next year. I wanted her to do something different and this is probably more of 

the social side of things. But it would team nicely with the environment; they've got 

chooks, they've got garden nurseries and they have a café. I spoke with Amy about it. 

She seems really, really keen. (Rhonda, family member) 

Some family members also had help from service providers to get funding in place. Carol 

described how her preferred provider was undertaking a range of preparatory work for her 

son as he got ready to leave school, despite having no guarantee he would get the SLES 

funding required to access their program: 

… in fact, they’re going to come and assess him. They’re going to talk to the school. 

They’re doing all the assessment preparation work now. So, this is the thing that I’ve 

realised for providers. It’s not great. But they’re doing all their preparation and setup 

now without the guarantee that he has it in his [NDIS] plan. But I cannot believe that 
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he won’t get it. He’s got ‘Finding and Keeping a Job’ in his plan. So, he only gets $2,500 

the last two years. But because he’s actually got a part-time job – I cannot believe that 

he wouldn’t get SLES. (Carol, family member) 

Likewise, Clare had support from Penny’s preferred provider to develop her plan: 

At [provider] there’s a woman who is absolutely fantastic with NDIS plans. Prior to 

[Penny's] first NDIS plan I went to her and she made up recommendations. She was 

really, really good. Then when I went to the Local Area Coordinator and – it was all 

over the shop. She said, ‘Well, we need to think about this and we need to look at 

that.’ I just whipped out this plan and said, ‘Will this help?’ She saw who’d done it and 

she said, ‘That’ll do.’ (Clare, family member) 

Jane also had an advocate attend her daughter’s NDIS planning meeting, which helped her to 

get the funding she needed. Anne’s son was involved in a WIL demonstration project, and staff 

from the program had provided her with a detailed document to give to the NDIS planner to 

ensure that her son received the right funding items to enable his involvement in the program. 

Accessing SLES funding was important for young people with economic participation 

goals, particularly in the critical period straight after school. Corey, James, Amy and Melissa 

had access to SLES funding through the NDIS which enabled them to attend what they referred 

to as a ‘SLES program’. This funding, of approximately $20,000 available over a two-year 

period, was being used primarily to fund work experience and travel training. However, Clare’s 

daughter Penny, who had recently finished school, did not receive SLES funding and Clare was 

unsure why. While Penny was still able to access the transition program, Clare was not sure 

how it was being paid for. The time-limited nature of the SLES funding was also a concern for 

some family members, such as Brian, as his son was approaching the two-year mark: 

So next year, they’re trying a job ready thing, still through [disability provider], which 

hopefully, they’ll get funding for that. [Q: So that’s a different type of funding than 

SLES though?] Yeah. SLES only lasts for two years, so they’re trying to get him a third 
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year of funding under a different umbrella. We don’t know whether that’s going to 

happen or not. (Brian, family member) 

Some of the young people had NDIS funding for ‘Finding and Keeping a Job’, as well as for 

speech therapy, occupational therapy, independent living skills support and attending social 

and leisure activities. Some also had funding via state government training programs, and 

others were using DES providers funded by the Australian Government. Each family was 

juggling their young people’s funding in an attempt to purchase the right supports for them. 

Receiving funding also did not guarantee access to a service or program: Rhonda had the right 

funding for Amy to attend the volunteer program, but was waiting for a space to become 

available, and Clare was negotiating with a DES provider about a new training opportunity that 

had become available, which she described as perfect for Penny. However, Penny needed to 

be eligible for DES before she could access it. 

While it might be expected that planning processes would alleviate some of this sense 

of confusion and overload, the young people in the study were involved in formal planning 

processes at several levels, including at school, via the NDIS and with their service providers. 

This plethora of planning generally did nothing to alleviate the issues described above. Family 

members still managed these processes in an attempt to create the ‘ordinary life’ described 

earlier in this chapter. 

Overall, the data within the ‘pathways to economic participation’ theme revealed 

family members and young people grappling with the complex reality of matching aspirations 

to lack of opportunities and the need for flexible and supportive workplaces. Inevitably this 

dependence on factors they could not control resulted in uncertainty about what would 

eventuate. This sense of uncertainty acknowledged the paucity of pathways into meaningful 

employment for the young people, and the unknown nature of the work required from all to 
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carve out new economic participation pathways. However, their visions remained grounded in 

their young people having access to ordinary life opportunities. 

6.4 Complex decision-making 

Family members chose post-school services based on a range of factors, including gut feel, 

proximity to home and whether suitable activities were available for their young people. 

Activities the young people would enjoy, and that would result in them feeling valued and able 

to contribute, were important. Family members also expressed concerns about safety, 

boredom and lack of opportunities to grow and develop, and many felt they were making 

‘compromised decisions’ because the services they wanted were not available. 

Most young people in this study transitioned, at least initially, to a disability service 

provider or disability-specific program. Family members reported choosing service providers 

after meeting program staff at the careers expo. The initial focus was on locating what were 

considered ‘connecting’ services and supports for the young person, rather than typical 

economic participation activities, which family members thought would be overwhelming so 

early in the young person’s transition to adult life. 

6.4.1 A limited range of options 

Rather than a coordinated, planned, collaborative approach, family members described being 

steered towards disability service providers from which they could choose the most suitable 

option via the careers expo. Disability day services, transition programs referred to as ‘SLES’, 

supported employment via an ADE, community-based employment via DES, and disability 

programs offered by TAFE were the primary options available. Families were not provided with 

information about traineeships or apprenticeships, despite their availability to people with 

intellectual disabilities. Rhonda had concerns about Amy working in open employment straight 

from school: 
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It just gave me the feeling that she would end up being isolated. It's great that they 

find you a job, but then when I saw what they were doing; they weren't working as a 

team with anyone. They were by themselves … I'm open to anything. I think she would 

work well as a team member, being able to do to things independently still but as a 

part of a team. (Rhonda, family member) 

For some family members the services available were not a good fit for their young people due 

to transport or other logistical issues, especially if a young person was not able to travel 

independently. Francine described the significant frustration she experienced finding services 

that were right for her son in her geographic region, and Janice reported choosing her son’s 

initial service provider ‘because it was close to home’. Likewise, Clare chose Penny’s provider 

because of the transport options. Jane’s daughter’s original plans changed when she became 

unwell toward the end of her final year of school: 

We had great plans she would – that we’d jump straight on to … the disability 

employment agency. We had spoken to them and I thought that we would jump 

straight in there. Because all the research that I had done – I’ve been to lots of 

workshops and so forth – said the sooner you can get these kids going into 

employment, the more likely you are to have success. But then [daughter] had a stroke 

in early September, and although she’s had an amazing recovery -I just thought I’m 

probably – it’s pushing her in the deep end. She just needs to have a bit of routine. We 

went to see [disability provider] for their – supposedly it’s a transition to employment 

thing for three days a week, using SLES funding from NDIS. (Jane, family member) 

When Anne’s son Rohan finished school prior to the SLES program commencing, she was told 

that the local day centre wouldn’t take him, because he was ‘not day centre material’ and 

would be bored. 

While family members sometimes knew about programs, these were not necessarily 

available in their area, or might not have capacity. Francine was frustrated that she couldn’t 

find the supports she thought her son needed, including a person to find a work opportunity 
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for him and negotiate with the employer. Janice, who self-managed her son Brandon’s NDIS 

funding, also experienced frustration in finding the right supports for him, particularly 

someone to work with him using a customised employment approach. 

6.4.2 Preference for integrated economic participation activities 

The expectations family members and young people held about community-based 

employment (see Part 6.2.1) led them to favour post-school services they believed had a focus 

on economic participation, including TAFE courses and transition-style SLES programs offered 

by disability providers. None of the young people had chosen an ADE straight from school. 

SLES programs had a focus on unpaid work experience in the first-year post-school, with young 

people working in mainstream workplaces supervised by disability provider staff, which was 

particularly attractive to family members. Brian’s 19-year-old son had virtually no work 

experience when he finished school. He thought the opportunity to be in a workplace was 

beneficial for him: 

Because it was work, we thought the idea of him working at [supermarket] packing 

shelves or something, would suit him. He enjoys it – they were doing [sports store] 

one day a week and he loves it because he’s so sports – such a footy head. (Brian, 

family member) 

The young people also valued learning in real workplaces over spending time in classrooms. 

James, for example, had a strong opinion about what he wanted to do, which included getting 

out into the workplace:  

It was more placements, no studying. [Q: You didn’t want to do the studying?] No. I 

didn’t. I wanted to work at different places. (James, young person) 

The unpaid work experience was based in large shopping centres, and sometimes undertaken 

in small groups. This enabled young people to develop their travel skills while getting to and 

from work, and to use the facilities, for example to buy lunch. Family members and young 
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people felt they were important skills to learn, and it was a safe and supervised environment, 

which appealed to the family members. Clare’s daughter Penny was attending a transition-

style program. Both were pleased that the program was work focused and that Penny was 

learning new skills, including travelling independently to the centre and doing unpaid work 

experience. Penny spoke proudly about the skills she was learning in the program, including 

preparing food to sell in a coffee van, working in the coffee van and working in a library. Corey 

and James were also very keen to talk about the new skills they were learning at their work 

experience program. It was clear they valued the opportunity to learn in real workplaces. 

Neither the young people nor their family members preferred traditional post-school 

options for people with disabilities such as day centres; families expressed concern that they 

would not support their young people to grow, develop and transition to suitable work. 

Francine’s son was placed in a disability day service when he finished school; his behaviour 

deteriorated, and the placement ultimately ended. Francine attributed this to boredom: 

He doesn’t do really well. He’s either causing trouble or trouble’s finding him. [Q: Do 

you have a theory on that?] He’s bored, I think he’s bored and he’s not interested in 

what’s going around. I know what he wants to do. He wants to go out and work. 

(Francine, family member) 

Bobby’s teachers recommended a local day service to him when he finished school, which he 

did attend. He described his reason for changing services: 

And, they [school staff] also talked about after school finished, they told me to go to 

[day service] … I didn’t like it … I reckon it’s too boring. (Bobby, young person) 

6.4.3 Young people’s involvement in planning and decision-making 

Family members ultimately had decision-making authority in relation to the services and 

supports the young people accessed post-school. The degree to which the young people were 

involved in planning their transitions and making choices and decisions varied, and there was 
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little evidence that they were systematically involved in planning for their futures in any 

meaningful way, or that inclusive planning processes had been implemented. Nor was there 

evidence of involvement in a structured planning process to support the creation of longer-

term visions for their future. 

Young people reported that teachers and family members helped them make 

decisions. Some perceived that their parents had largely made those decisions: 

[Q: Did anybody talk to you about work? Did someone sit down with you and talk to 

you about the types of jobs you might like to do? Or what you’re good at? Or what you 

liked?] Not really. (Brandon, young person) 

[Q: When you finished school, who helped you decide whether you would come to 

(disability service) or go somewhere else?] My mum booked me in. [Ok. And when you 

were at school did the teachers or your mum ask you what you would like to do?] My 

mum told me what to do. (Penny, young person) 

These decisions made by others sometimes went against the young people’s wishes. For 

example, despite expressing their views, Leanne and Bobby went to post-school services they 

didn’t like. Leanne was living with her grandparents when she finished school, and her 

grandmother influenced decisions about her post-school destination: 

I went to a meeting with [DES provider] but my nan didn’t like it, so she said, ‘Go to 

TAFE,’ so I did. I didn’t really want to go there because there was a lot of drama with a 

lot of girls, and I didn’t like that. (Leanne, young person) 

Bobby felt that his mum was stopping him from pursuing his goal of studying to be an 

accountant by telling him, ‘Do not study yet until you’re ready’, preferring him to undertake 

social activities instead. 

Families included elements of ‘good fit’ in their decision-making. In addition to the 

ingredients discussed above, a service or program was considered a ‘good fit’ if it had activities 
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that tapped into a young person’s strengths and interests, was logistically suitable and had a 

culture that supported the inclusion of people with disabilities in the community. In this way, 

despite a lack of formal engagement in selecting specific options or developing plans, young 

people were involved by expressing preferences and having these built into family decision-

making. Family members were clearly cognisant of the interests and preferences of their 

young people and actively sought opportunities aligned to them, using a range of informal 

methods to ascertain ‘good fit’. Bringing young people to meetings, expos and information 

days with them was one mechanism family members used to understand their preferences. 

Many family members also had a deep understanding of what was important to their young 

people, and made considerable efforts to find activities suited to their individual needs. For 

example, Clare reported she was able to make decisions on Penny’s behalf because she knew 

her daughter well and therefore knew what would suit her:  

I probably am guilty of not having talked to her too much about it. But I feel I know her 

pretty well. So, I figured out what really suits her. (Clare, family member) 

Similarly, Jane explained how finding a program that catered to her daughter’s interest in the 

performing arts was important: 

I keep thinking I’ve got to look at what her passion is. And it’s in the performing arts. 

She’s not so much of a drawer or anything like that… I’ve also been to workshops that 

have been run by [capacity building organisation], where they talk about ‘think outside 

the square’. So even – she could even have a position in a theatre where she’s an 

usher. Could she learn how to show people to their seats, if she could learn that 

alphabet. (Jane, family member) 

Rhonda spoke throughout her interview about finding opportunities she thought would suit 

Amy and how she would check in with her about them: 

First, I'll always ask, ‘Is this something you want to do?’ Like volunteering at the school. 

I wanted something for another day and spoke to her about what volunteering is. 
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‘Would you like to work with animals?’ She was the one who came up with the idea of 

working with children! … and it's something I know she's passionate about and she 

seems to have a certain aura around animals, she's very calming. (Rhonda, family 

member) 

Amy also demonstrated how she had input into her mother’s thinking, describing an idea she 

had for work experience: 

In [Airport] – because I said to my mum, it was a good idea. You know those 

newsagents – I said to mum, ‘Can I work there? Like work experience or the shops.’ 

She said, ‘Oh nice, that’s a good idea.’ [Q: When was that, when you were at school or 

recently?] No that was like a few weeks ago. [Q: Was mum able to talk to someone 

about organising that?] She’s going to ask [service provider]. (Amy, young person) 

Family members were also cognisant of ‘poor fit’ for their young people. Clare described how 

Penny’s reaction to a segregated day service they visited influenced her decision-making: 

We went and did a tour at [disability service] and Penny came with me and we went 

around there. There are some areas there that are high need, high care. We walked 

into the area where they actually have hospital beds and Penny stepped back and 

went, ‘Why is this like a hospital?’ She was really taken aback and was surprised. I said, 

‘Because some people, you know, need some extra care and that’s why they come 

here.’ So if that was our option ... she wouldn’t have gone there. (Clare, family 

member) 

Likewise, Anne described taking her son Rohan to visit an ADE: 

He didn’t come in the door, didn’t come past the office. He didn’t even know what we 

were going there for. He sat in the office. In fact, he went out of the office and sat in 

the gutter while [husband] and I went through it. [Q: And you weren’t impressed, it 

wasn’t what you were looking for?] I thought it was good and the people there were 

doing good things, but it wouldn’t have been for Rohan. (Anne, family member) 

Exposure to real work was one mechanism that helped young people express their views 

about economic participation. Brandon, James, Amy, Bobby and Rohan had had multiple 
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opportunities to undertake work experiences, including work experience and paid work prior 

to finishing school, and this supported their decision-making about later work. They drew on 

that experience to express clear preferences related to their future economic participation, 

including which study and jobs they preferred, and which were not of interest to them. For 

example, Brandon stated, ‘I don’t want to study at [TAFE] but I want to pursue becoming a 

[personal trainer] maybe’; Bobby said, ‘I want to be an accountant. I want to work five days a 

week as an accountant. But I’ve got to study first’; and James said, ‘I did horticultural actually 

at school. [Q: Did you like that?] No. Didn’t like it. [Q: So, why did you pick that?] The teachers 

had to choose’. 

Interests and hobbies also provided mechanisms for thinking about work preferences. 

Melissa’s strong interest in horses had resulted in her undertaking equine studies at TAFE. 

Subsequently, all of her job interests were centred around horses, including this example: 

I will get a certificate and then I can work with mare horses, stallions I really want to 

get. Because I really want to train stallions, I really want to get a stallion and train it. 

(Melissa, young person)  

Similarly, Amy had a strong interest in dancing, and her work interests centred around the 

entertainment industry, such as working in a theme park. Corey and James both had a strong 

interest in sport, which was reflected in their work preferences: 

I really like [sports store]. That’s one of them. My other one would be [supermarket]. 

[Q: Doing what? Go back to [sports store], why would you like to work at [sports 

store]?] I love my sports equipment, shoes, all the different brands there. Would like 

to sort it all out, have a look at it while working … Just stocking up, yes and cleaning 

up. Pumping the footballs and soccer balls up, basketballs. (James, young person) 

While there were no formal processes in place to engage young people in planning, it was 

nevertheless clear that in some cases, family members and teachers were tapping into the 
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preferences of their young people when making decisions. There was some evidence that the 

young people had directly influenced decisions made about them. 

6.5 Conclusion 

Ordinary life goals, including community-based work, drove the thinking of both the young 

people and their family members. They saw a range of benefits from paid community-based 

work that extended beyond financial benefits. Their focus was on social inclusion and the 

young people having valued roles and a mechanism for feeling useful. Their thinking was 

strengths-based; the young person was considered capable and competent, requiring 

opportunities that were a ‘good fit’. However, the family members were unsure whether the 

opportunities they sought would be available. 

School staff supported young people and family members by providing information 

about post-school options, making recommendations about suitable services and providing 

reports and other supports within a structured, time-limited process. The vision of paid 

community-based employment drove decision-making, with young people and family 

members choosing the service providers and supports they believed were economic 

participation-focused and offered pathways to community-based employment. However, a 

broader range of factors, including the need to adjust to post-school life and limitations 

related to intellectual disability such as transport, supervision and vulnerability in the 

community also factored into their decision-making. 

Post-school, young people required time to adjust to changes in their routine and learn 

new skills to navigate the adult world. Family members navigated a complex system that lacks 

clear pathways to employment for their young people, and reported feeling overwhelmed and 

unsure about what they should be doing to help their young people realise their economic 

participation goals. While family members moved around the service system and tried out a 
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range of supports and services, for many young people this did not ultimately lead to the 

desired outcome of paid community-based work. 

Family members felt unsure about the choices they had made, and about the 

opportunities that would be available to their young people. Many felt overwhelmed by the 

service system and frustrated by the barriers they faced in relation to accessing funding and 

supports. Chapter 7 presents data about the barriers identified by young people and family 

members. This is overlaid with data provided by key informants to make visible the full set of 

barriers to economic participation across the ecosystem. 

  



181 
 

Chapter 7: Barriers to economic participation for young people 
with intellectual disability 

7.1 Introduction 

Young people with intellectual disability must negotiate a range of barriers that inhibit 

transitions and career trajectories into the mainstream labour market. This chapter reports the 

data regarding RQ2: What are the barriers to economic participation for young people with an 

intellectual disability as they leave school, and how can these be addressed? The data from 

young people, family members and key informants is presented using the Clifford Simplican et 

al. (2014) ecological model of social networks and community participation outlined in Chapter 

4, focusing on 1) where in the ecosystem barriers exist, and 2) how the interactions of barriers 

influence economic participation outcomes for young people with intellectual disability. The 

use of Clifford Simplican et al.’s (2014) ecological model also aligns with the social inclusion 

outcomes described by young people and family members in Chapter 6. 

Research participants described significant and complex barriers to engagement in 

economic participation-related activities both in school settings and in post-school supports 

and services. While these were primarily encountered at the service level, Clifford Simplican et 

al.’s organisational level, the interactions of policy, funding, attitudes and practices created 

barriers that could become insurmountable even for those with significant and committed 

support. While several of these barriers could be addressed at the individual and interpersonal 

level, others at the organisational, community and sociopolitical levels – where young people 

and their families can exert less influence – were more complex, and resulted in significant 

stress for family members who, particularly within the context of individualised funding, were 

required to navigate complex systems. 
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Table 7.1 below outlines the key barriers identified by participants and how they align 

with different ‘ecosystem’ levels. The table is used to structure this chapter’s discussion of 

individual, interpersonal, organisational, community and sociopolitical barriers and how these 

barriers intersect. 

Table 7.1  

Barriers to economic participation for young people with intellectual disability 

BARRIERS 

Individual  Interpersonal  Organisational Community Sociopolitical 

Intellectual disability 

results in embodied 

difference 

Conflicted 

attitudes of social 

network members 

Deficit culture of 

schools and 

service providers 

 

Young people 

are 

conceptualised 

as non-workers 

Misalignment 

between policy 

and practice 

settings  

  Organisational 

culture of 

working in silos 

 

Unavailability 

of appropriate 

opportunities 

and supports  

 

  Families as 

system 

navigators 

  

  Lack of 

coordinated 

long-term 

planning 
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7.2 Individual-level barriers 

Barriers at the individual level include factors directly related to the young person, including 

the impacts of their intellectual disability. This section argues that an overemphasis on 

individual characteristics and lack of attention to environmental and contextual factors results 

in minimal effort to adapt environments to capitalise on young people’s individual strengths. It 

identifies barriers to economic participation and makes visible the intersection between the 

conceptualisations of economic participation and intellectual disability which results in the 

widespread belief that young people with intellectual disability are not suitable to engage in 

community-based economic participation. 

7.2.1 Intellectual disability results in embodied difference 

The embodied nature of intellectual disability creates barriers to economic participation. For 

all the young people participating in this study, intellectual disability impacted on functioning 

to some extent. Reduced cognitive functioning combined with behavioural and communication 

difficulties resulted in significant reductions in their capacity to undertake day-to-day activities 

without support, including in a range of key areas associated with economic participation, such 

as literacy and numeracy, problem-solving, learning new things and moving around the 

community. Many of the young people had difficulty communicating with others, had health- 

and stamina-related constraints and, in some cases, had behaviours that impacted on others’ 

perceptions of their suitability for economic participation activities. Intellectual disability 

created a perception of them as being unsuited to a range of post-school economic 

participation activities such as higher education and training. Reduced literacy and numeracy 

skills also resulted in TAFE and other structured training being dismissed as a post-school 

option for them by some family members. For example, when Mary reflected on her son’s 

experiences at school when considering his post-school options, she said, ‘he’s not a book 

person, so he wouldn't be suitable to go and do a TAFE course where he's required to read and 
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write’. Likewise, James dismissed TAFE as an option for himself because of the reading 

required: ‘Probably not, because there’s way too much reading and stuff as well’. Penny, 

James and Leanne were not confident in their numeracy skills, which meant that they found 

using money challenging. They thought this would reduce their opportunities to work in retail. 

Health and mental health issues and restrictions also impacted on some young people. For 

example, Vera’s daughter had a long-term health issue associated with her intellectual 

disability: ‘It’s just her health. The stoma, that’s my concern, even picking up big heavy boxes. 

She can’t lift them. And that’s what I worry about for her’. Finally, family members 

acknowledged that their young people learned differently and were sometimes slower to 

learn. Rhonda recognised that for her daughter Amy, learning new things took longer: ‘It's just 

a longer road; it takes a long time’. Family members also thought employers would assume 

that the young people could not perform jobs to the required standard. 

Bobby was working for Lisa, a small business owner. She acknowledged that his 

interpersonal and communication skills were markedly different from those of other 

employees at the company – for instance, he was more direct in his communication and less 

willing to be flexible in the way work was undertaken – resulting in other staff needing to learn 

to communicate differently with him.  

7.3 Interpersonal-level barriers 

The focus at the interpersonal level is on the attitudes of individuals who interact with young 

people with intellectual disability and those who interact with family members. At this level of 

the ecosystem, young people interact directly with a social network, including family members 

and school and service provider staff, who directly open up or close off economic participation 

opportunities for them. In addition, it was evident that the attitudes of individual social 

network members can influence the social network more broadly. 
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7.3.1 Conflicted attitudes of social network members 

Attitudes of social network members about economic participation for the young people in 

this study could be described as conflicted – while they believed in the ability of their child, 

they were worried about the limitations identified by others. Family members, while 

strengths-focused individually, were cognisant of social stigma toward intellectual disability 

and therefore influenced by it. Their beliefs about their young people’s potential were thus 

mediated by the beliefs of others within their young people’s social networks, particularly 

school and disability service staff. Family members, having raised their children from birth, 

were working within a context of being told to have realistic expectations for them, and of 

awareness of the difficulty of locating suitable economic participation opportunities for them. 

Carol (parent) and Mandy (key informant) felt that special school staff were trying to 

encourage the parents not to get their hopes up: 

The special school gives you a whole ‘You’ve got to be realistic.’ The thing about low 

expectations in special schools sounds like, ‘You’ve got to be realistic. They’re probably 

really not going to get an open employment job, so you wouldn’t want to … that’s not 

fair to them to make them think that they’re going to get a job like that when they’re 

not really.’ (Carol, family member) 

And one of the things we talk about is the authority of the parent, that they know their 

child, but they’ve often been told by so many professionals, ‘Don’t get your hopes up.’ 

(Mandy, key informant) 

Key informants noted a wide variation in attitudes and expectations about post-school 

activities among the families they interacted with: 

As much as things change, they stay the same. There’s a few parents who want more, 

you know, and it's those parents who come to us. Expectations of the family influence. 

Some families are very clever and very clear about their needs. Some families aren’t. 

Because if your expectations are low, it's going to reflect in your plan. (Joanne, key 

informant) 
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Pursuit of community-based economic participation is therefore not a priority for staff in 

schools, disability services and broader economic participation providers, and a narrower 

range of options are made available at transition. 

Post-school, the vulnerability created by the young people’s age and their intellectual 

disability, combined with family adjustment issues, led to family members making decisions 

that minimised risk and prioritised predictability, safety and protection. In some cases, family 

members left decision-making to school staff or service providers, as was the case for Lawrie, 

Mandy and Joanne. They described their experiences: 

[Some families], you’ll just hear from them once and they’re happy and you just do the 

paperwork closer to the end of the year and you just go from there, … [some] will just 

go along with whatever you’re telling them. (Lawrie, key informant) 

… it’s kind of like, ‘It’s all too hard, you tell me what to do,’ or ‘I don’t know.’ It’s not 

like when you’ve got a young person without a disability you go to a barbeque and 

family friends, and ‘Oh, what is your son doing?’ ‘Oh, we did this and then we did this,’ 

so you learn about pathways from school through some of those conversations, where 

often for parents of young people with disability you might not have that, and the 

school’s not showing you clear pathways or road maps, so it’s like, ‘Just tell me what I 

have to do.’ (Mandy, key informant) 

I’m not supposed to guide families, but it's really sad when they have information 

night at the end of Year 12, families don't turn up. They expect the school to put them 

into – and they don't really care where it is because the expectations are so low. They 

just want five days a week, and they don't care where it is. I think that’s really, really 

sad. (Joanne, key informant) 

The extent to which these decisions had been influenced by years of being told by all parts of 

the system to lower their expectations was unclear; however, family members transitioning 

their young people to disability services appeared to be a response to longstanding deficit 

messages. Kylie, for example, felt that disability programs at TAFE were considered a safe 
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option by family members, with little expectation that they would deliver an employment 

outcome: 

To be honest, they’re just happy. The other students back at TAFE are going back to 

study. They’re doing Cert II. [Q: So, it’s another year and still no industry placement] 

No. [Q: They’ll do their Cert II and then?] Work experience at Coles then back to TAFE. 

Because it’s a safe space. They never move on and no one’s pushing them. [Q: They’re 

choosing TAFE because it’s a safe space?] Yes. Yes. Absolutely. (Kylie, key informant) 

Outwardly, some school and service provider staff showed belief in economic participation for 

young people with intellectual disability, recommending them for economic participation-

focused programs for example. However, these activities did not draw on the individual young 

people’s strengths, resulting in a failure to align those strengths with early economic 

participation opportunities. Mandy saw staff responding to broad stereotypes about 

intellectual disability rather than the strengths of individual young people: 

This preconceived idea of what someone’s capabilities are ... has got nothing to do 

with them as an individual. And we know one of the key things to improve good work 

transition is high expectations, and particularly from parents; there’s very clear 

research that that’s there. Also, opportunities like work experience. But we know 

young people with disabilities often don’t get work experience, and often their parents 

are told not to have high expectations. It’s a range of professionals and, I guess, a 

focus on safety and what is safe, which is a weird thing in itself. How do we keep this 

person wrapped up? (Mandy, key informant) 

Susan, a service provider, has regular contact with special schools and young people transition 

from school to her disability service. In her experience, special school staff did not work with 

young people to develop their work readiness: ‘work is not a priority in a special school 

environment’ (Susan). Joanne, a post-school training provider, was particularly concerned 

about the role of school staff in setting expectations:  
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I don't think they realise how damaging what they're doing is for people, because 

they’ve usually got the trust of the parents and then the families have got the low 

expectations. (Joanne, key informant) 

Bianca, a career educator, recounted a conversation with a school staff member that 

evidenced strong deficit readings of the economic participation capability of young people 

with intellectual disability: the staff member stated ‘needing to improve how she managed the 

unrealistic expectations of parents and students’ as her reason for attending a careers 

education training session. 

School staff had a significant role in directing young people to vocational or non-

vocational post-school options by providing advice to families about which services they 

should consider. Young people and family members had high trust in school staff, and relied on 

them for guidance about the most appropriate options for the young people. Mandy described 

seeing a deficit focus impact on the opportunities available to some young people in the 

collaborative transition network she is involved in:  

We still have networks that say, ‘that person shouldn’t do [transition program] 

because they won’t succeed’. So, we’re nowhere near perfect. (Mandy, key informant) 

Likewise, Lawrie, the coordinator of a SLES program, has seen a practice among some school 

staff of sorting young people into two groups, ‘work suitable’ and not, before they have had 

the opportunity to explore work: 

Potentially, they’re more ‘day service’. The way it works with the expos, because I’ve 

got a really good relationship with [special schools], is the teachers, prior to the expo, 

will highlight to the families which service providers they should go and approach … 

‘You should go and see [name] over there at the [disability provider] stand, I think Billy 

and Jackson will be really suitable for that.’ Whereas other students aren’t directed my 

way, presumably are being directed to day services and [TAFE] and things like that. 

(Lawrie, key informant) 
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Although staff in mainstream schools held very high economic participation expectations for 

their students generally, their attitudes towards students with intellectual disability differed. 

Rather than providing additional supports for these young people to undertake economic 

participation activities, or to adapt them to meet their needs, they expected family members 

to arrange the activities. In the case of parents Carol, Jane and Anne, their strong networks 

enabled them to locate suitable work experience placement for their young people, and they 

arranged the supports themselves. 

Once young people were in the adult service system, the supports offered did not 

always align with family members’ positive expectations about their economic participation. 

Clare felt that the plans put in place when her daughter Penny started with a transition-

focused disability service had not been delivered on, because promised opportunities, such as 

a range of work experiences, had not materialised for her. She was concerned that the low 

expectations staff held about Penny’s capacity to work were steering her towards non-

vocational activities, as evidenced by their failure to communicate with her about registering 

with a DES:  

I suspect they had in their head, “She’s only just out of school and, you know, we don’t 

think she’s ready for work and so we’re not going to talk to the parents about that. 

(Clare, family member) 

Several disability providers operated day-service-type models where young people 

undertook work-focused activities such as unpaid work experience, travel training, practical 

skill development and literacy and numeracy classes from a separate facility. Being in separate 

spaces sent a strong message that people with intellectual disability were not ‘part of our 

world’ – a world which includes employment – as described by Mandy: 

These are people within our community, so why do we have this segregated system 

that these young people have a special pathway? There’s a whole systemic system 
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that keeps people with disabilities – particularly intellectual disabilities – that ‘You’re 

not part of our world.’ You can have your little special work over there. (Mandy, key 

informant) 

Conflicted attitudes about young people’s economic participation resulted in staff developing 

post-school activities that failed to build their capacity to the full extent possible. Although 

young people spent considerable time in unpaid work experience, it was often in enclave-style 

environments under the supervision of a disability support worker, rather than undertaking 

the real tasks of the workplace. Corey, Leanne and Melissa said that the work they did was 

predominately related to tidying the store, for example, rather than serving customers, and 

they had little interaction with other staff in the workplace. Some young people were excluded 

from being involved in some or all components of the activity they were undertaking, which 

were done instead by the disability support staff. This resulted in the young people lacking the 

full range of skills they needed to take up paid roles within their workplaces if they became 

available. James, for example, undertook unpaid work experience in a large supermarket, but 

had not yet had the opportunity to learn the skills required to be employed there such as 

operating the registers or working in the delicatessen. He had not been offered a paid role, 

despite the supermarket regularly recruiting new and sometimes unskilled staff. Likewise, 

Penny worked in an unpaid capacity at a coffee cart managed by a disability service provider, 

but a staff member made the coffee. Penny had also not been taught a broader range of skills 

despite working at the library for nearly a year, instead returning books and other items to the 

shelves under the supervision of a paid disability support worker. Similarly, Rhonda’s daughter 

Amy was involved in an unpaid work experience program, primarily in retail environments, and 

Rhonda expressed concern about the type of work Amy was doing: 

Even though she's working at these retail outlets, they're not actually on the floor – I 

think she's more out the back … And they should be. I would like that to transition so 
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they're actually on the floor in the shops … if they're going to be in [name of store] or 

[name of store], just doing things in the shop as well. (Rhonda, family member) 

Key informant Mandy felt that the deficit-focused DSP application process, occurring as it does 

concurrently with planning for transition, contributed to conflicted attitudes about economic 

participation: 

We know that when teenagers’ brains are developing there’s an optimum kind of thing 

around career development. Looking at ‘who am I, what am I, what do I like?’ -those 

kind of things – Year 9/10, 15/16 [years old]. And often parents thought the DSP 

process was some sort of scientific thing, that this government agency’s determining 

what your child could do work-wise, that ‘Oh, they can only work 0-8 hours.’ It was 

schools ‘Well, we can’t focus on employment for them because the government said 

that they can’t.’ [Q: Right, so the DSP was almost seen as a confirmation that the 

person can’t [work]?] Yeah. And I guess it was at that stage where young people are 

looking at what their futures are. It’s bad timing. And look, it’s just ridiculous that – it’s 

not a scientific mechanism; often it’s a 10-minute chat with someone that might have 

a preconceived idea of what people with certain disabilities can do or can’t do. 

(Mandy, key informant) 

Family members’ expectations about the amount of income their young people would earn 

through paid work, and the low likelihood that it would replace the DSP, meant that earning 

money was not a high priority for them. Rather, they and others in the social network viewed 

DSP as their young people’s primary income source and were cognisant of the need to protect 

it when planning economic participation supports: 

Often the schools would tell us that they’re [family members] so worried about DSP 

and things like that and keeping DSP. I think it was just a fear, and particularly because 

now DSP is so hard to get, and you do have to kind of give the worst-case scenario. [Q: 

As in that they’ll lose it and they won’t be able to get back on?] Well, that ‘my child 

can’t do anything’. The victim narrative. (Mandy, key informant) 
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The fact that the financial aspects of working were unimportant meant family members, 

including Brian and Anne, believed their young people could be paid less than other employees 

if they were less productive, and this did not concern them. A lower wage may also help to 

protect the DSP payment, which begins to reduce once $178 in wages has been received in a 

fortnight. For example, Francine’s son was paid in tips for working at a local pizza restaurant, 

which both she and he were happy with. 

7.4 Organisational-level barriers 

This level of Clifford Simplican et al.’s (2014) ecosystem model focuses on the organisations in 

which young people spend their time, and the impact of their cultures. In the context of 

intellectual disability, single organisations can hold a primacy in the lives of individuals as they 

spend large portions of time at those organisations. However, families also remain in focus at 

this level, as they hold key responsibility for selecting organisations and mediating their effects 

on young people’s lives. 

7.4.1 Deficit culture of schools and service providers 

Decisions made and supports provided at the level of institutions such as schools were directly 

shaped by broadly held deficit-focused perceptions of the capabilities of young people with 

intellectual disability, and this resulted in a lack of normative economic participation 

opportunities for many. Individual school culture, rather than overarching policy settings, 

determined what early economic participation activities and supports were available to 

students, resulting in a wide variation of available opportunities. However, the deficit focus in 

many school settings in particular resulted in reduced access to early economic participation 

preparation activities: interviewees reported that appropriate early career development 

activities such as career education and work experience were rarely available to their young 

people because their schools did not prioritise work readiness for their students. 
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Two key informants provided examples: 

From a government point of view, you can implement things and have funding for 

things, but the funding goes to the school and then the school can determine what 

they do … So some schools won’t do any work experience, or all the work experience 

would be in an ADE, so it’s where they want to put their resources. (Mandy, key 

informant) 

...it’s optional to take it [education department produced materials] up, so they’re just 

materials that are there for the schools to take. Because you can’t tell schools what to 

do, so the government can’t mandate anything. (Laurelle, key informant) 

Bianca was concerned about the impact of poor-quality career education in special schools, 

which was not provided by trained Career Practitioners: 

They're working outside the standards, and this is where the problem is. If they 

worked to the standards, which is what we expect them to be doing, the word is 

Career Practitioner. [Q: Even if you're in [a special school]?] Correct. Any touchpoint. 

[Q: Do many special development schools have a Career Practitioner? Is that your 

experience?] No. They've got people that are very well-meaning that might be social 

workers, and I don't think they're necessarily qualified. Certainly, the people in that 

room were not qualified, the vast majority of them, because I asked. (Bianca, key 

informant) 

Schools often failed to provide young people with opportunities for work experience in real 

workplaces, and were considered to ‘tick off’ work experience rather than use it as an 

opportunity to support young people in exploring work. Lawrie thought that because schools 

did not prioritise work experience, they did not have the resources to provide on-site support 

to young people doing work experience: ‘The teachers have classes to run and things to do’. 

Young people worked in groups and in ‘safe’ workplaces such as retail stores, libraries and op 

shops where there were protections in place, and were supervised. The stigma surrounding 

the capability, goals and future employability of young people with intellectual disability is 

indeed so entrenched in special schools that students often do work experience is ADEs: 
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We often don't listen to the cues because we see the disability instead of the person, 

and that's really, really evident in the way that teachers approach these children. Their 

work experience at Year 10 is an ADE. You should not be taking people to an ADE as 

part of their Life Skills program, because it's basically lowering everyone’s 

expectations. That sets up a very dangerous precedent. (Joanne, key informant) 

Mandy provided an example from her experience: 

I went to one mainstream school and a kid was doing his work experience in the 

library, at the school. He had a disability and I said, ‘Oh, does he want to be a 

librarian?’ and they looked at me like, What a stupid question. ‘We don’t know; he’s 

doing work experience, we’ve ticked.’ (Mandy, key informant) 

Mary’s son had only been involved in group work experience, including at a fundraising 

sausage sizzle at a large retailer and at an ADE. Likewise, Leanne and Corey had been involved 

in group-based work experience, and Penny’s work experience at a large retailer was also in a 

group. When the young person was not supported well in work experience and it was not 

successful, this had the potential to reinforce low expectations. Mandy reported seeing this in 

special schools, for example:  

If you haven’t prepped the employer properly it’s going to be a disaster. And then that 

kid will come back, and they go, “Oh we knew it wouldn’t work, it’s the kid’s fault. 

(Mandy, key informant) 

Despite some schools offering their students recognised Certificate-level qualifications, few of 

the young people had successfully completed them. Instead they undertook specific units, 

such as hospitality and horticulture, without the relevant workplace-based experience. This 

meant they missed out on practical work experience and the beginning of an accredited 

qualification pathway which was available to their peers. 
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7.4.2 Siloed organisational culture 

Key informants identified barriers to organisations working collaboratively to support young 

people with disability holistically. One was the way in which individualised and competitive 

funding systems have resulted in organisations being disincentivised to engage in collaborative 

approaches. Lawrie’s disability organisation, for example, is a registered training provider; the 

local TAFE would no longer work collaboratively with them because they were considered a 

competitor. These siloed organisational cultures are also driven by policy settings (discussed in 

7.6).  

The interface between the NDIS and other parts of the system, particularly the 

education system and DES, has also created barriers to people with intellectual disability 

receiving seamless services because they can’t be registered with two service providers, such 

as a SLES provider and a DES provider concurrently. Lawrie provided an example: 

I actually have my first two participants who were at [DES] who are just not getting 

anywhere. They need work experience, they just can’t get a job yet, so we’re, in a 

sense, doing the opposite process and taking them back to NDIS. They’re in their early 

20s … we can’t use Capacity Building [funding], Finding and Keeping a Job funding, and 

they’re registered at the DES. You can’t do that – that’s double dipping … the 

government says, ‘That’s two buckets of funding doing the same thing.’ (Lawrie, key 

informant) 

Susan agreed that the interface between the NDIS-funded SLES program and the DES program, 

particularly related to individuals receiving services concurrently, was problematic, reinforcing 

siloed or isolationist organisational cultures and operating environments: 

There’s questions about the overlap [between SLES and DES]. I said, ‘I think he’s pretty 

DES ready’. The problem is if it takes DES six months to find him a job, he’s sitting at 

home for six months, and he’s going backwards. The cohort we are working with are 

not in that DES specific category. They're in the zero to eight hours [work] capacity, 

where ‘Let's just pop them in things, give them something to do’. And they've been 
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told, ‘No, no, no, you can't work. No, you can't do that’. They've been told the sort of 

things they're not capable of doing. Right down to having that zero to seven [hours per 

week] working capacity says they don't have a capacity to work. Therefore, ‘You don't 

have to go there’. If they were to go to a DES, the DES would say, ‘You don't really 

have to come here, I can exit you’. I know it happens. (Susan, key informant) 

Support to obtain a first after-school job is also unlikely. While it is technically possible to 

receive support from a DES while at school, doing so was described by key informants as 

complex, and therefore it rarely happened. In addition, DES providers are unable to support 

young people on school-based work experience, and NDIS funding for employment supports is 

not supposed to be used within education settings. Mandy described the interface issue, 

saying: 

We often get ‘what you’re doing is double dipping’, and so even the language; there’s 

not the language within government of collaboration. Because how do you access this 

bit, that bit, if they’re all working together? Or that’s federal money and that’s state 

money and we can’t have them crossing paths. Life doesn’t work with this 

compartmental [thinking] – it’s not like anyone’s success is [due to only] one thing. 

(Mandy, key informant) 

There is a failure to recognise the significant support young people with intellectual disability 

require to undertake work experience or obtain their first job, and at the organisational level, 

interface issues therefore inadvertently reduce opportunities to engage in early work 

experience. Mandy described the complexity: 

[Q: They can use (Finding and Keeping a Job funding) for work experience?] Well, it 

depends. So, what is the responsibility of the school, and what is the responsibility of 

the NDIS? That old interface. We argue that people with disabilities need more than 

your couple of days work experience in Year 10, and those additional work 

experiences should be the responsibility of the NDIS, if that’s their choice. We know 

that people with disability, we’ve got the research that says that, they need multiple 

work experiences and activities, more than people without disability, so it’s the 
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disability that’s the difference, and how we deal with that. But it’s often hard, when 

you’re working with Local Area Coordinators who conduct the NDIS planning to get 

that through. (Mandy, key informant) 

The difficulty Mandy experienced made her conscious of how much more difficult it must be 

for family members and people with intellectual disability to navigate such complex systems: 

If I have trouble and I’m living and breathing it, how the hell is anyone else supposed 

to do this, and how the hell are young people, a person with an intellectual disability, 

and their parents supposed to do it? 

Mandy described families as ‘exhausted’ and having endured a ‘hard slog’. 

7.4.3 Families as system navigators (an informal service) 

As detailed in Chapter 6 and Part 7.3.1 above, family members participating in this study bore 

the brunt of responsibility for obtaining economic participation opportunities for their young 

people. The introduction of the NDIS had added complexity to an already complex and siloed 

economic participation ecosystem, inadvertently leading to family members becoming de 

facto service coordinators. Although they felt capable of using NDIS funding to arrange 

services and supports for their young people, including therapies, social support, recreation 

activities and independent living skills training, the complexity of the economic participation 

system left them feeling that they lack the confidence and skills to do so in this area. Several 

described their frustration at the lack of collaboration or connection between disparate parts 

of the system, such as disability providers and employers. Vera, who has an intellectual 

disability herself, described how complex it was for her to arrange for her daughter to attend 

TAFE on some days and use NDIS funding to purchase supports from a disability provider on 

the others: 

I rang [disability provider] and asked them [for paperwork related to her daughter]. 

‘Oh, we can’t give you that.’ I told TAFE, I said, ‘I’ll give you their number and you can 

ring them up.’ Because they won’t give me anything. On that plan that I gave [disability 
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provider], it said it’s supposed to give her a Certificate when she’s done her literacy. 

[Q: You couldn’t get the two services to work out a way that they could come together 

and work for [daughter]?] No. So I said, ‘Well, don’t worry about it. I’ll just keep her 

home.’ I just couldn’t be bothered with them. [Q: That’s a shame for [daughter] isn’t 

it?] Yes. And they wonder why people with disabilities – it’s hard for them. (Vera, 

family member) 

The reliance on family members to support young people during the transition period, 

particularly within an individualised funding system, resulted in wide variations in what was 

available to individuals. In the absence of connected and collaborative organisational models, 

family members needed to be highly skilled and confident to navigate the route to economic 

participation support. Several, driven by a strong vision, were committed to achieving their 

young people’s economic participation goals and were therefore actively working towards 

them. In Chapter 6 they described their roles in planning and coordination, which were built 

partly on luck and partly on the resources and supports they had access to. Despite adopting 

‘consumer’ thinking, and expecting to be able to ‘shop around’ as necessary to purchase the 

necessary services and supports across various life areas, they found that disability and 

mainstream services failed to deliver what was promised, particularly in relation to economic 

participation. They therefore had to fill the gaps themselves. In addition, their preference for 

avoiding segregated services meant there were few options available to them, despite having 

adequate funding for post-school supports. 

The barriers family members reported at the organisational level were common and 

systemic: poor experiences with service providers; battles with NDIS planners about funding; 

confusing systems; and a lack of support to engage with employers and training providers. The 

formal service system’s failure to provide the opportunities young people and family members 

were seeking resulted in an impression among family members that they would only achieve 
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economic participation outcomes via their own efforts, and that they could not rely completely 

on services to do what they needed: 

I think a lot of parents that I know through the footy club [felt] the same thing – if we 

don’t chase it up, which is the world we live in now, if you don’t chase it up, it ain’t 

going to happen. (Brian, family member) 

Family member Carol’s expectation that she would organise and support individualised work 

experience for her son was an example, as was the significant effort she made to secure him a 

part-time job and put the necessary supports in place. Without her efforts, in the absence of 

formal organisational supports, neither the work placement nor the part-time job would have 

eventuated. 

The variation in families’ capacity to support young people directly, for example by 

facilitating community-based opportunities and supports, resulted in inequity in the provision 

of opportunities for the various young people involved in this study. Family members with 

strong networks, social capital and advocacy and system navigation skills were able to create a 

greater range and volume of opportunities for their young people, as a direct result of their 

access to a wider range of information and supports. Vera’s own intellectual disability 

impacted on the support she could provide to her daughter and the opportunities that were 

available to her. While her strong beliefs about her daughter working meant she was trying her 

best to find the right options, with little support and a confusing system, she was experiencing 

significant barriers to managing her daughter’s NDIS plan and instead had to rely on service 

providers to do it for her: 

[Re managing NDIS funding] I couldn’t do that. My brain will just go. ‘No. I can’t do 

that.’ [Q: Has anybody talked to you about using NDIS money to support [daughter] at 

work, has that come up? Or has anyone told you about the DES?] They have, but that 

has gone over me. It’s very complicated because I’m no good at things like that. Too 

much information. (Vera, family member) 
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System barriers such as the NDIS interface issues outlined above meant that even the most 

highly skilled advocates were unable to make the various parts of the system join up as 

required.  

In addition to this, lack of knowledge about employment, including industrial 

arrangements and wages, resulted in family members lacking the confidence to broker 

economic participation opportunities themselves. In particular, they knew little about labour 

market regulation, how regulations differ for young people with intellectual disability, and 

what economic participation services and supports were available. Rather than being 

supported in developing these skills, family member Brian described a service provider 

‘glossing over it’ during one of their short informal meetings, leaving him lacking the 

confidence to source economic participation opportunities for his son from within his own 

networks. 

Overall, despite an emerging evidence base describing the supports that achieve 

economic participation outcomes for young people with intellectual disability, there were 

insufficient services available within the community to support their economic participation, 

and some that were available were inappropriately designed. This resulted in families moving 

around the service system, seeking out appropriate supports. 

7.4.4 Lack of coordinated long-term planning 

Siloed systems led to fragmented planning for economic participation for young people with 

intellectual disability. Given the role schools assume in preparing young people for transition, 

it would be reasonable to expect them to play a significant role in supporting or facilitating 

longer-term thinking and planning about post-school economic participation. However, at the 

point of leaving school none of the young people had a documented vision or formal plan that 

included the actions required to achieve their economic participation goals. Mandy thought 
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that despite a purported focus on family engagement, different schools involved family 

members in planning to varying degrees, and this was dependent on individual personnel 

within each school rather than a systematised approach. There was no formal, structured 

method for including young people in decision-making about their economic participation in 

any meaningful way. Instead, the young people had only limited information about the types 

of programs, services and supports available to them, often gleaned from attending the 

careers expo. 

There was also a lack of crucial long-term planning and coordination to help young 

people with intellectual disability understand and interconnect the various parts of their 

ecosystem, including family members, school, disability service providers, and training and 

employment providers, to achieve economic participation outcomes. Instead, several 

separate, disjointed planning processes were undertaken by various system actors, including 

schools, service providers and the NDIS. Mandy noted the complex planning processes she had 

seen firsthand while working with families in transition over the past eight years: 

We counted, there’s about five different planning processes that they’ve been 

involved with. You’re going through NDIS planning and then Centrelink, and if you’re 

accessing a DES, and schooling often has two planning processes; it might be pathway 

planning and then individual learning planning ... not integrated. So ideally, I would like 

to see one plan, so the poor people don’t have to try to coordinate all those different 

relationships – and then having all these resources to implement a plan. (Mandy, key 

informant) 

The fractured nature of individualised service delivery exacerbated the disjointed planning 

according to Mandy, particularly where multiple providers were involved with a young person:  

If you’re getting a range of NDIS providers and they all want you to do another kind of 

process, it’s just like ‘oh my God, enough already’. You know, more action, less 

planning. (Mandy, key informant)  
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Often there was limited involvement by young people and family members, and siloed systems 

meant that plans were not always documented or shared among young people, family 

members and other service providers. There was also no clear mechanism for the various 

service providers to communicate regularly with the young people and their family members 

about goals or progress towards achieving them, despite their reliance on providers to create 

the pathway to work. For example, Mary’s son had been with a disability provider since 

finishing school two years previously. Her experience was typical of the disjointed planning 

process: 

[Q: Was there a plan or something written for [son] at the start?] Probably, but I've 

never actually seen whether he's obtained or surpassed any of the goals they've set 

for him. [Q: You weren’t involved in setting those goals?] I don't think so. I don't recall. 

No one's come out and discussed his strengths, his weaknesses, his passions, his 

interests … ‘Hey, how about we could go down this avenue because he’s showing great 

potential’, you know something like that. (Mary, key informant) 

Clare felt service providers were uninterested in collaborating with families: ‘I think they think 

they're the experts on it and they know what they're doing and they're going to do it’. 

Service provider staff decided what activities the young people would undertake, 

primarily using informal methods. The conversation below with James demonstrates his lack of 

involvement in the planning of his work experience. 

[Q: So, you went to [sports store] and how come you don’t go there anymore?] 

Because there’s not enough spaces lately. [Staff members name], she chooses where I 

go. [Q: Does she know that you really love [sports store]?] Yes, she does. [Q: But she 

hasn’t been able to organise for you to go there?] Yes. (James, young person) 

In the absence of a plan from the provider, James had written his own plan, detailing the jobs 

he would like to try, although he had not shared this with his service provider: 
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[Q: So, [provider] didn’t write a plan for you?] No, I did it myself. [Q: And so, what did 

you put on the plan?] Well. My jobs. Personal training, my shops that I want to work 

at. Things like that. (James, young person) 

Despite all of the young people being NDIS participants, NDIS planning processes also lacked a 

collaborative or longer-term focus, being geared instead towards allocating the short-term 

funding the young person needed to purchase necessary services over the next 12 months. 

Family members described processes that were complex and stressful, and difficulty 

communicating with NDIS planners about their young people’s needs. Rather than being 

collaborative, the planning meetings involved power imbalances, and decisions being made 

without adequate knowledge of the young people’s circumstances, resulting in inequity in the 

allocation of funding. Clare, for example, remains unclear about why Penny did not receive 

SLES funding despite seemingly being eligible. 

The lack of coordinated planning led to young people moving around the system 

without any plan, instead focusing on being in a program to fill time: ‘Often with a young 

person it’ll be, “Oh you do this program” or “You do that program”’ (Mandy, key informant). It 

also resulted in agencies failing to take responsibility when outcomes were not reached, 

preferring to shift the blame to other parts of the system: 

Often there’s this blame game, that everyone blames each other for things not 

working; schools blame the post-school world and these providers, and vice versa. DES 

providers say ‘It’s just the schools haven’t prepared these kids.’ [Q: And when you’re in 

silos I guess it’s easy to do that, isn’t it?] It’s very easy to do that, and you don’t want 

to blame yourself, so it is very easy to lay blame. (Mandy, key informant) 

7.5 Community-level barriers 

Clifford Simplican et al. (2014) describe the community-level of the ecosystem as focusing on 

the availability of services and broader community discourses that have influence. This section 

explores community attitudes, culture and discourse about economic participation for young 
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people with intellectual disability, along with the availability of appropriate services to support 

them in achieving economic participation outcomes. 

7.5.1 Young people are conceptualised as non-workers 

Family members and key informants outlined a broad set of attitudes that exist across the 

community about young people with intellectual disability’s capacity to engage in economic 

participation. A complex policy environment underpinned by disparate education and labour 

market policies and income support at the sociopolitical level (7.6) drives attitudes, which in 

turn become reinterpreted as assumed facts that are relayed across all ecosystem levels. The 

community discourses around DSP, work capacity and the nature of ‘work’ are thus reinscribed 

by parties at various levels, especially in parts of the service system (e.g., schools, service 

providers) and among employers and others at the community level. 

Underpinning much of the service delivery system at community level are pervasive 

attitudes that conceptualise young people with intellectual disability as non-workers. Manifest 

entitlement to DSP – that is, lifetime income support – and the availability of segregated 

specialist services correlates with the assumption that people with intellectual disability are 

essentially exempted from economic participation: 

We’ve got a government system that quashes expectations, so normally young people 

without disabilities, they can’t just do nothing. There’s an expectation that you’ll be 

doing something. From that policy level, people are exempt if you’ve got a disability, 

there is this general ‘Okay, well, all young people should be active and doing things, 

unless you’ve got a disability and then it doesn’t matter’. (Mandy, key informant) 

Family members thought that the wider community was unaware that community-based 

economic participation is an aspiration for this cohort because so few people with intellectual 

disability are in community-based spaces. In addition, the widespread perception that people 

with intellectual disability could be kept occupied with work-like or leisure activities rather 
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than paid work, which resulted in young people being in devalued roles such as disability 

centres or sheltered workshops, reinforced widely held views about their capacity: 

People particularly with intellectual disabilities, or people with disabilities in general, 

have been stigmatised by society and marginalised, and one of the reasons is because 

they don’t have access to valued roles, so people see people in devalued roles, like 

going to a day service. Most of the community just cannot relate to what happens in a 

day service. (Donna, key informant) 

Lisa, an employer, agreed that there was ignorance in the wider community about the 

employment aspirations of people with intellectual disability, which restricted their 

opportunities: 

I would say that the first thing would be ignorance. That we’re not aware that there’s a 

need for these people to be employed, as a culture. [Q: So, before the DES contacted 

you, you wouldn’t have known?] No idea. Never even considered it. And yet I’ve been 

going for nine years, I would have considered it right from the beginning. So, ignorance 

is the first thing, we don’t know. (Lisa, key informant) 

Clare and Anne thought employers believed that young people with intellectual disability had 

less capacity to work in mainstream roles: 

[Q: What do you think, if I said to this café, ‘Let’s think about hiring a person with 

Down syndrome,’ what would their assumptions be about a person?] I think they 

would assume that that person is never going to work to capacity. Which is a shame 

because in some aspects they’ll work beyond the capacity, that once you show them 

how to do something it will be done exactly right every time. Same with a lot of people 

with intellectual disabilities, especially if they're on the spectrum, it’ll be done exactly 

the way you want it. (Clare, family member) 

I think most people think that people with disability can’t keep a job, they’re always 

sick, they can’t work, they can’t do anything because they’ve got a disability. Well, 

that’s a load of baloney because they can do what you and I can do. They might take 

10 times as long or they might do it different, but they can still do it. (Anne, family 

member) 
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Donna, a key informant, felt that assumptions about capacity to work were based on outdated 

models of employment: 

People often think that work is nine until five. And if we really look at society, it’s not 

nine to five anymore. It might have been 30 years ago, but it’s not like that now. So, 

the notion that people could not work that many hours a week [is outdated]. The 

other thing is that some of our employment processes [are too rigid], like you get a PD 

[position description] for a whole job, and someone with an intellectual disability may 

not be able to fill that PD. (Donna, key informant) 

Joanne, another key informant, believed that thinking about work opportunities was limited by 

a perception that people needed to be independent: 

They expect that you need be totally independent to work. They can’t imagine – they 

don't see the examples, so they can’t imagine the examples. Examples are not out 

there. They don't see it. And that’s why things really get turned around when people 

come and see us, they can see people doing all sorts of different roles they never 

expected. (Joanne, key informant) 

Young people with intellectual disability are frequently judged against a concept of ‘work 

readiness’ despite this never being formally measured. The need to have an eight-hour 

minimum work capacity to access DES acts to exclude people who are not ready to work eight 

hours per week, which impacts on school leavers profoundly. For example, Janice was told her 

son was not ‘work ready’: 

… it was only a couple of months before that we’d had the final meeting with 

[disability provider] and they’d said to us, ‘He’s a long way from being work ready. A 

long way.’ Well three months later he was working. (Janice, family member) 

7.5.2 Unavailability of appropriate opportunities and supports 

Clifford Simplican et al.’s (2014) ecological model focuses on the availability of and access to 

appropriate services at the community level. Lack of access to appropriate economic 

participation services for young people with intellectual disability was a key barrier, family 
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members and key informants agreed. Participants in this study reported that very few of the 

specialist services and evidence-informed economic participation activities described in 

Chapter 3 are widely or systematically available in Australia, and mainstream services fail to 

adapt their offerings to include these young people. 

Mandy felt that young people with intellectual disability having less access to 

economic participation-related capacity building opportunities widened the gap between them 

and their peers without disability, leaving them with fewer skills: 

Young people with disabilities are already disadvantaged, and then they leave school 

and all their peers without disabilities have done vocational education, they’ve done 

work experience, they’ve done an after-school job. And they [young people with 

disabilities] come out with nothing. (Mandy, key informant) 

Few had a casual job while at school, despite their siblings being expected to do so. For 

example, family member Brian had a strong opinion about the need for his son without 

disability to have a casual job once he turned 15. I asked him if anybody thought it would be a 

good idea for Corey to have a casual job too and he replied, ‘No, we didn’t think it was 

necessary’. While Rohan had worked for a short time in a milk bar and Carol’s son had worked 

in a canteen at a sports stadium on Saturday mornings, both jobs were organised and 

supported by family members, rather than by paid services. 

Evidence-informed transition approaches were not widely or systematically available. 

Key informant Mandy’s transition program, contextually developed based on research 

evidence, was only available to young people if their schools were members of a locally based 

network, and none of the young people in the study had access to such a network. In addition, 

typical post-school economic participation activities such as studying for a degree, diploma or 

certificate or undertaking a traineeship or apprenticeship were not readily available to the 

young people, and were difficult to complete. They were typically offered in a narrow range of 
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occupations such as hospitality. Carol’s son and Brandon were both unable to complete their 

TAFE courses successfully because TAFE was unable to adapt its offerings or provide the 

specialised supports needed for them to successfully undertake the course requirements. This 

was despite significant involvement from external supports and family members: 

[Brandon’s] passed quite a number of the units and I believe he probably would (pass 

them all) – it was technicalities really. We had a lot of difficulties. Both TAFE settings, 

there was all sorts of problems. It was very difficult to coordinate. We put supports in 

place, a person to be there and we tried different ways of doing that, either being in 

the class with him or meeting up afterwards as more of a tutor to help with 

assignments. We were trying to be less intrusive on his experience as a student. 

(Janice, family member) 

Carol outlined a long list of failings in communication, the provision of supports and the skillset 

of the staff involved in the program her son attended: 

We set up this system where I thought we had the school on board, we had the extra 

teacher on board, we used our NDIS plan. And the TAFE did nothing – the TAFE has 

been a disaster… the TAFE … didn’t do any reasonable adjustment. They didn’t change 

any of the materials …. I don’t want to have anything to do with these people 

anymore. (Carol, family member) 

Sharon reported that the increasing privatisation of TAFE meant its ability to support people 

with additional needs has reduced, as has its connections to industry that lead to jobs. Rather 

than creating real pathways to work, Kylie and Joanne felt there was no expectation among 

TAFE students with intellectual disability of a paid employment outcome. Instead, they 

attended specific TAFE courses such as disability-specific ‘work education’ and ‘transition’ 

courses to keep them busy: 

If you ask someone who’s gone through TAFE, we know the work placement officer at 

[name of TAFE], and he’s open about it: ‘We put people through the same thing. 

We’ve got no expectations of getting anyone a job’. [Q: Because they haven’t got the 
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resources, or they haven’t – ] They just don't believe people can work. So now they're 

doing Certificate IV. Why are you doing Certificate IV in work education? Certificate II 

in work education, there’s going to be Certificate III in work education, there’s – they 

just need to get a job … it's just giving them the experience of work. And in fact, 

there’s no expectation of doing work education to get a job. (Joanne, key informant) 

SLES programs were a popular post-school choice for families with economic participation 

goals. However, SLES provider staff members interviewed, including Lawrie, George and Susan, 

were unable to articulate a clear model or pathway to work for the young people involved in 

their programs and acknowledged the low employment outcomes their programs achieved. 

Susan, an ADE staff member, was in the early stages of implementing a new SLES program for 

school leavers. It was unclear how the service model had been developed or whether the 

organisation had drawn from the research evidence to create it. Despite this, it was fully 

subscribed in its first year. 

SLES programs were considered a ‘stepping stone’ post-school. Family members and 

young people were initially satisfied that the economic participation needs of the young 

people were being met. However, the activities provided – including unpaid work experience 

and ‘job readiness’ courses – had not led to the employment outcomes they sought and there 

were no obvious links between the programs and employers. There was also confusion among 

the young people and family members about the role of the SLES provider: James and Leanne 

both thought their SLES providers would help them find a paid job once they were considered 

‘work ready’, despite that being the role of a DES provider. Referral to DES for job placement 

was also required despite the barriers people with intellectual disability face accessing DES 

(see Part 7.6.1). 

Key informant Mandy was concerned that SLES had created another disability 

pathway: 



210 
 

We’re trying to create normal pathways. Employers don’t say ‘Oh, you’ve done SLES 

for two years’ – it’s not a normal pathway, it’s a disability pathway. We talk about it 

should be a normal pathway with additional supports, rather than trying to create 

new, different ways and pathways. (Mandy, key informant) 

Several key informants believed the lack of widespread customised employment in Australia 

created a significant barrier for young people with intellectual disability:  

In Australia, we just do not have a good understanding of customised employment, 

which is really what’s needed for people with intellectual disability, and those types of 

processes, and sticking with it. (Donna, key informant) 

Despite families instinctively knowing that their young people needed jobs tailored specifically 

for them in a highly supportive workplace, they were not able to locate suitably skilled 

providers who could support them in brokering an arrangement. While some family members 

were aware of specialist DES providers with deep skills supporting people with intellectual 

disability into work, these services were only available to young people in certain regions. 

Customised employment and the Discovery process were not available to any of the young 

people, resulting in vital information about their strengths and aptitudes, including the social 

networks they could draw from, not being documented and thus not informing the delivery of 

their supports. 

The government-funded DES program, the primary service-level mechanism for young 

people with intellectual disability seeking employment, came in for heavy criticism. The 

program is underpinned by Active Labour Market approaches rather than working to any 

mandated evidence-informed model. Paul, a key informant, had seen examples of good 

practice in the system, but said these were not embedded: 

Look, there's a couple of little organisations that I see do quite well in this space, but 

they do it in spite of, rather than because of, the program. (Paul, key informant) 
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 Several young people and family members had engaged with DES providers with very poor 

outcomes. Francine had had a particularly negative experience when she signed her son up 

with a DES provider on the advice of his disability provider:  

I know there are a few agencies out there who say they can find you employment. But 

DES was one of them and they let me down. And I haven’t gone down to try and find 

someone else. (Francine, family member)  

Anne’s son Rohan was supported by a DES when he worked in a community-based job with a 

not-for-profit organisation: 

The DES program was absolutely hopeless because that person from DES was 

supposed to be there, supervising and never was there. Even if they just went and just 

checked that he was doing whatever once a week because he was there five days a 

week, three or four hours a day. Even if they did that. (Anne, family member) 

There was an overwhelming feeling that DES providers had the wrong model, the wrong 

culture and complex rules, and over time had lost their specialisation, so were no longer 

suitable for people with intellectual disability. Key informants were of the strong opinion that 

most lacked the necessary expertise to place people with intellectual disability into work. Paul, 

who had a long history working in roles related to employment for young people with 

intellectual disability, explained how he felt the culture had shifted: 

What we know from the 80s, there was a belief around that everybody could work. 

That’s what we believed, and we’ll do what it takes to get someone a job, and yes, 

they need support, and it’s not time-limited. We’re talking about helping people with 

complex needs to get employment and keep it. For most people with intellectual 

disability, it’s not like an eight-week job support model, it’s the wrong model. It’s a 

much more values-based, commitment-based, visionary type of model that has some 

flexibility, good, solid understanding of process, good understanding of relationship, 

how to build relationship with business, all of those types of things. [Q: Which are not 

characteristics we would say are in a current DES?] You might see some workers with 

those characteristics spasmodically. It’s not to say every DES organisation does. 
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Spasmodically we see some glimmers. [Q: But having a case load of 70 clients is not 

going to be conducive] That’s not going to work. It’s just not going to work. We're at a 

time where probably the skill level of DES for people with intellectual disability or on 

the spectrum is at an all-time low. It's at an all-time low. (Paul, key informant) 

A key role of DES is to manage the compliance of people with disability who have mutual 

obligation requirements because they are in receipt of income support. This has resulted in 

DES’s staffing shifting to the administrative skill sets needed to manage high caseloads of 

unemployed clients. For Susan, this was the key factor in DES’s inability to support people with 

intellectual disability: 

Ultimately, that's why DES doesn't work. It is a compliance-driven contract that we are 

trying to place people into. They don't necessarily fit that compliance model. [Q: You 

can't do the individualisation that people need?] No. It's black and white. People are 

grey. Really. And ultimately, that's what's letting people down. (Susan, key informant) 

The complex rules associated with DES also created barriers for people with intellectual 

disability. One common example was the requirement for young people to have capacity to 

work eight hours per week, as previously identified. Laurelle, a key informant, illustrated how 

this rule could impact on young people with intellectual disability who were trying to get a 

foothold in the system: 

The other big issue is that you’re only eligible for DES if you can demonstrate eight 

hours work capacity. There is a whole group of people who can’t, so it’s the call of the 

DES to say ‘We will take you on anyway and we will help you build up the hours,’ 

because that is what you’re going to need. (Laurelle, key informant) 

In addition to the poor service DES provides, there is a lack of alternative employment service 

providers in the system. SLES programs rely on DESs to undertake employment placement at 

the completion of their programs rather than delivering customised employment approaches 

themselves, leaving young people with intellectual disability without ‘fit-for-purpose’ 

employment supports. WIL programs are only at demonstration stage in Australia, and are 
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supported primarily by philanthropy. Very few young people therefore have access to the in-

situ training opportunities available within these programs: For example, Rohan only obtained 

a place in a one-year WIL demonstration project after his mother received information about it 

from someone in her social network, though they were hopeful it would lead to a paid job with 

one of the employer partners at the completion of the year. Kylie’s involvement in a 

demonstration WIL program as a job coach had resulted in good outcomes for a very small 

number of young people. She felt that the model was appropriate for young people but 

unsustainable in the current market due to the high cost of delivery and the need for 

collaborative approaches, which were not funded. 

Access to appropriate supports for employers was an additional issue raised by family 

members, who thought employers were unlikely to know that young people with intellectual 

disability were seeking community-based employment opportunities or how they could 

support such opportunities. The non-worker expectation outlined previously meant that 

specific employer-focused initiatives targeting other underemployed groups were not available 

to people with intellectual disability. Sharyn, the CEO of a national employer-focused 

organisation, described how government supported the employment of other priority groups 

using what she called ‘enterprise solutions’: 

The Department of Prime Minister and Cabinet runs the employment parity program, 

and so they’ll say to a large business, ‘We’ll give you $16.5 million if you commit to 

taking on 200 Indigenous employees over the next two years.’ [Q: Great. Do we have 

anything similar?] Nothing. No. [Department of] Jobs and Small Business have it for 

young people, they have it for single mums, they have it for old people. The DES 

program is the only program that there’s no enterprise solution. (Sharyn, key 

informant) 

This was particularly problematic for large businesses which were identified as difficult to 

navigate: 
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You've got to get through the reception gatekeeper to get the HR person's name. Then 

they've got to speak to the department. It’s a 12-month process just trying to speak to 

the right person half the time. (Susan, key informant) 

George’s organisation was using individualised processes to locate employment opportunities. 

He described this as difficult. 

It’s not like there’s a job coming along every week. It’s about finding that right 

employer, that right workplace, that is supportive of our person, that is going to be 

able to meet their needs, that can take some time. When you do find that, you 

celebrate it because it’s hard and even harder than that is not just finding the job it’s 

then keeping the job. (George, key informant) 

7.6 Sociopolitical-level barriers 

This section focuses on the impact policy settings and funding mechanisms have on the real 

economic participation opportunities young people have access to. However, it is important to 

note that as levels are interdependent, sociopolitical settings influence other ecological levels 

too. 

7.6.1 Misalignment between policy and practice settings 

Yeah, the system never gets blamed, it’s always the young person. (Mandy, key 

informant) 

The barriers described throughout this chapter are largely the result of disparate policy and 

funding structures within the ecosystem. Young people with intellectual disability experience a 

complicated and confused policy agenda, driven by a mixture of welfare and rights-based 

policies that at once encourage them to have economic participation goals and disincentivise 

the service system from providing the supports they need to achieve them. Disability-focused 

policy such as the NDIS, education policy, income support policy and labour market policy all 

impact on this cohort, in a sense due to the different identities its members carry. For 

example, education department policy impacts the early economic participation opportunities 
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young people have access to via the school system as students. Paul described the economic 

participation policy and practice landscape for people with intellectual disability as a ‘market 

mess’: 

So, there's this market mess that’s been created through a policy setting that really 

mixes up entitlement with welfare with economy with sort of jobs, and because the 

four are sort of in a mixing machine, people find it very hard, particularly people with 

permanent impairments, find it very hard to engage. (Paul, key informant) 

Disability policy settings, despite becoming more human rights-based, continue to perpetuate 

an image of people with intellectual disability as needing care and protection, as incapable and 

as benefiting from being in segregated settings with others with intellectual disability. Ideas of 

an ordinary life and improved economic and community participation underpin the NDIS, but 

key informants reported that new policy and funding settings have not changed how economic 

participation supports are delivered to young people with intellectual disability: 

The biggest enabler to people having as ordinary life as possible is employment. We 

should really put lots of focus and emphasis on employment, and we should be 

demanding the policy positions that we want of the Commonwealth government in 

this space. (Paul, key informant) 

Paul thought that the ideals of the NDIS had not been realised in its implementation: 

I always liked to think of it in a very simple way, that there are pushing sorts of 

mechanisms for people with disability to work and there's pulling mechanisms. 

Without saying this is the full list of them, at the macro level, I think the policy settings 

are all wrong. Disability is still viewed as welfare, so as long as people remain the 

objects of the lawmakers' pity, we will always have a mismatch with policy versus 

intent. The NDIS is a fantastic piece of legislation: rights-based, humanistic insurance 

principles that should collude together to change the world, but I'm looking at 

Australia really struggling to implement it in any meaningful way. That doesn't mean 

that there haven’t been good news stories. That doesn't mean some good things 
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haven't happened, but the NDIS Act is more than about just giving some people 

money. (Paul, key informant) 

Paul described the policy settings as perpetuating welfare approaches for some people with 

disability, as they allow people to 

opt in if you want to, but we're happy for you to go and take welfare for the rest of 

your life and go on the DSP and we'll put you in this special program where you can 

weave baskets for a month or whatever it may be. (Paul, key informant) 

Rather than simplifying service access for young people with intellectual disability and their 

family members, individualised funding has added complexity. The NDIS was described as 

overly bureaucratic and difficult to deal with. In addition, securing funding didn’t guarantee 

that the economic participation supports young people needed were available to purchase. As 

Paul noted: 

We've moved to a world of consumer-directed supports. Disability has gone down this 

path as well, and the other aspect of that consumer-directed supports is there is a 

market response and maybe that's just a little bit too premature to think that the 

market can respond to the individual needs of every person through the current 

construct of human services in Australia. [Q: So, you're saying that the market is still 

too immature within the disability landscape? The market has got a long way to go?] A 

long way to go. (Paul, key informant) 

Paul saw the separation of non-work supports (provided by the NDIS) and employment 

supports (provided by another arm of government) as problematic, because for a person with 

intellectual disability they need to be seamless to create a successful work outcome: 

This interface issue between the [NDIS] and the DES is probably one of the biggest 

barriers, so if we could rethink what works within intellectual disability in relation to 

the journey to work, we probably wouldn't have DES on the landscape. Not because it 

mightn't have a role to play, but it's just an option of a number of mechanisms you 

might have to do that final step into work, right into a job, into some sort of economic 

participation. To me that means there is a massive opportunity for a market to form 
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around this very personalised, very individualised, customised employment. The NDIS 

needs to get its head around the fact that those activities are not all predictable. There 

is this freedom that needs to come back in. Now, we've got the major building block, 

the NDIS, which is individually funded, but then we've got to get the individual 

motivated and their significant others motivated to go on the journey, and it is a 

journey, isn't it? It's not, ‘I want my son to work.’ But some special mums and dads do 

find their own way and you do say, ‘Wow, wow, look at them go.’ But if we 

systematise that, you've got to start and meet the person where they're at. You've got 

to have the resources and decision-making as close to the individual as you can, and 

you've got to have a properly oriented professional around them who is doing that. 

(Paul, key informant) 

Economic participation policy responsibility for young people with intellectual disability rests 

partially with the NDIS and partially with the DSS, which manages and oversees the DES 

program. SLESs and ADEs are purchased using individualised NDIS funding, as are day centre 

style programs, the alternative to economic participation for this cohort. In the absence of 

community-based economic participation goals, this creates an easy default pathway for 

young people to move from school to segregated options. In addition, working within an ADE 

is considered an employment outcome by the NDIS and by service providers, despite young 

people and their family members seeking community-based outcomes. When young people 

want to pursue non-traditional options such as community-based employment, however, 

policy setting are more complex. They and their family members must navigate mainstream 

economic participation systems such as DES, or advocate for small amounts of NDIS 

employment-related funding such as Finding and Keeping a Job funding. Carol explained why 

this is hard to get: 

I’ve heard other people didn’t get Finding and Keeping a Job [funding]. It seemed to be 

because we already had [the job] – it seemed like you had to have the gig before you 

get the money. Whereas, really, people need the money before they get the gig. 
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Because they need the gig – they need the money to find the gig – you know. (Carol, 

family member) 

The policy settings fail to incentivise providers, within both the NDIS marketplace and the 

mainstream economic participation system, to deliver the evidence-based supports that lead 

to improved economic participation outcomes. Key informants explained that there are few 

incentives for mainstream contracted DESs to make the often complex adjustments required 

to deliver evidence-based practice to young people with intellectual disability, and no 

penalties for not doing so. The contracted funding mechanism results in providers being able 

to achieve their contracted outcomes despite failing to provide adequate supports to people 

with intellectual disability. Outcome measures and payments are not linked in any way to the 

achievement of individual outcomes, or to outcomes for specific cohorts such as people with 

intellectual disability, who are the most highly disadvantaged in terms of economic 

participation. In addition, being in receipt of DSP manifestly results in an absence of mutual 

obligation requirements for this cohort, and mutual obligations are a key driver of eligibility for 

government-funded employment-related programs. This creates a disincentive for DES to 

provide the necessary support. Key informants described DES providers as ‘parking’ people 

with intellectual disability – that is, providing them with minimal levels of service – in order to 

receive government payments, then exiting them at the completion of the 18-month program 

period. 

Laurelle, a long-time policy adviser, agreed that over time the emphasis of the 

employment services system had changed: 

There used to be a whole lot of capacity in the DES program to do this work and it’s 

just gone over the years because it just wasn’t attractive, it didn’t work, it didn’t fit in 

the model, in the framework. Especially when the DES program moved out of FaHCSIA 

[Department of Families, Housing, Community Services and Indigenous Affairs] into 

Department of Jobs, it became a labour market program. It wasn’t being informed by 
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the Disability Services Act or the principles of normalisation, it was a labour market 

program. People who work in labour market programs call unemployed people stock. 

It’s the stock of unemployed people. That includes a lot of people with intellectual 

disability that wouldn’t be considered in that way because they would just be 

considered people you have to look after. And if they can do a few hours a week that’s 

really nice but it’s not going to make an impact on the bottom-line of the welfare bill. 

(Laurelle, key informant) 

DES and NDIS policy and program guidelines are poorly aligned, which creates interface 

barriers, particularly related to individuals receiving services from two funding streams 

concurrently. When Francine followed the advice of her son’s disability provider and registered 

him with a DES to help look for work, it inadvertently resulted in the loss of his critical NDIS 

funding: 

DES stuffed up, right up with everything. We, through [disability provider] were told to 

register with DES, because they had a connection there … but we were told they would 

help [son] prepare a resume, they’d work with him to do a resume. Maybe go to a few 

job interviews. But that never happened. And because we did sign up, NDIS saw it that 

we were double dipping and that he was capable of going to work and didn’t need his 

day services. [Q: So that’s where you lost the funding?] Yes. So we’re no longer 

registered with DES. (Francine, family member) 

Young people and family members described their own poor experiences of DES not as 

anomalies at the service provider level but as systemic policy failings that locked people with 

intellectual disability out of one of the few programmatic responses designed to support their 

employment aspirations. The system itself, rather than individual providers, was described as 

deeply flawed and unable to cater to the needs of young people with intellectual disability 

who want to work in the community-based labour market. 

Overlaying evidence-based practice such as customised employment onto the existing 

funding models has been problematic. One DES’s attempt to introduce customised 
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employment ultimately failed because the funding model did not support the intense work 

required. Donna thought that rather than this being an individual provider-level problem, it 

would be difficult to deliver customised employment within the existing DES framework: 

To say DES is going to do customised employment is a bit like what we are really 

seeing with the NDIS. Big vision, but practical implementation doesn’t happen like 

that. It’s got to be built from the ground up with people who know, who can build 

their knowledge and understand it and really get their head around and find people 

jobs, know what’s involved in that … there's a couple of little organisations that do 

quite well in this space [customised employment], but they do it in spite of, rather 

than because of the [DES] program. (Donna, key informant) 

Paul was also unsure how customised employment could be delivered by DESs under the 

current funding arrangements: 

I'm going to be quite blunt and say to you the DES program is about numbers. It's 

about the government focusing on efficiency, a false efficiency that says there's an 

amount of time that we'll allow for a DES provider to find and place a person in work 

[i.e. two years] … And if you get that right, we'll reward you at the maximum. If you 

don't get that quite right, you won't do as well. And if you get that wrong, you'll 

probably lose money on it. But if you think about a person with intellectual disability, if 

the evidence shows that you work with them in a journey of discovery and in a 

strengths-based way, and you go at their pace, they may not necessarily fit that 

programmatic structure. … So, people with permanent disability, particularly 

intellectual disability, and indeed many people on the [Autism] spectrum, don't fit that 

structure and, therefore, the DES market won't respond to them [because they are not 

rewarded for doing so]. (Paul, key informant) 

Donna had attempted to skill up a local DES provider in customised employment, albeit 

informally: 

It’s informal support, and coaching, and resources and, getting people to training. I 

could count on one hand significant people in Australia who have a very good 

understanding of customised employment, so the leadership is lacking. In the United 
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States, we see such a good understanding of customised employment, really strong 

efforts of individuals and organisations who find people with very complex disability 

employment. (Donna, key informant) 

Kylie, a DES employee, was utilising customised employment approaches within a WIL 

demonstration program, including providing significant on-site support to 10 young people 

undertaking training within a large hospital. This was possible because the DES she is 

employed by agreed to make extra funding available during the demonstration phase of the 

project, due to funding being sourced through other means. 

The misalignment between policy and practice impacted more broadly than 

employment supports. Several participants provided examples of how collaborative training 

models such as WIL models were being trialled in the Australian context. Despite these 

achieving a high rate of economic participation outcomes for the young people involved, there 

was no overarching strategy for external evaluation, sharing of knowledge or replication to 

ensure their wide availability. Such activities were also not described as clearly linked to and 

supported by government policy. Kylie’s non-profit DES committed significant additional 

project funds due to their commitment to developing innovative economic participation 

approaches. Likewise, George had time-limited funding for a ‘steps to employment’ style 

program for young people attending a special school, which he thought would have to finish 

when the funding ran out. 

Current policy settings also disincentivise TAFE and other post-school providers from 

supporting young people with intellectual disability. A reduction in secure funding and the 

privatisation of the sector have resulted in providers stripping out additional supports, as both 

Carol and Janice experienced when their sons enrolled in mainstream courses. 

The lack of specific targets for the employment of people with intellectual disability 

was identified as a barrier by key informants. Laurelle, who worked in state government, was 
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not aware of any targets or nationally consistent data collection related to employment 

outcomes for young people with intellectual disability, or any state-based transition data 

about their post-school destinations. Sharyn, who had worked in employment services since 

the 1980s, reflected on the lack of data in the highly individualised system in which young 

people with intellectual disability currently operate. Paul strongly believed that what gets 

measured gets prioritised, and explained the focus of the NDIS outcomes framework: 

We have an agency (NDIA) that is driven by the outcomes data that the actuary wishes 

to collect. You probably haven't got it quite right, have you? [Q: And employment is 

not critical enough] It's a very low level. ‘I've got the amount of work I want. I want 

more work’ [as indicators]. [Q: There's not enough strong employment indicators?] 

Yeah. We are quite happy to wallow in mediocrity, because there's no consequences, 

you see? There are no consequences. (Paul, key informant) 

There is little policy focus on working with employers to create opportunities, and little focus 

on creating the customised roles young people with intellectual disability require. In particular, 

there are few structured opportunities for businesses and organisations to meet young people 

and see if there is a ‘good fit’. Paul thought that employers lacked awareness of the issue and 

had no leadership incentivising action or change that would create much-needed employment 

opportunities. Sharyn agreed that lack of demand and leadership were a major challenge that 

inhibited pathways between training and education and employment: 

It’s an interesting dilemma because you can’t just have people going to TAFE without it 

being connected to something. So that’s been a challenge. That’s where trying to get a 

more demand led approach, where there’s a linkage to employers from the get-go, 

would be, of course, more expensive, but would get better outcomes. (Sharyn, key 

informant) 

Providing individualised funding would not by itself address this complex issue. For Sharyn, the 

challenge was the lack of a systems ‘framework’ to generate pathways into employment that 

would support both employee and employer: 
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At the moment, you could use the $10,000 to do lots of courses, but at the point 

where you’re looking for a job, who would help you, and how would you know how 

much money you need for support, or would you just take the money, and then take it 

to [employment services] and say, ‘I’ve got this money’? No, you wouldn’t say, ‘I’ve 

got this money and I’ll give you 50 bucks now, and I’ll give you $5,000 when you get 

me a job.’ No, you wouldn’t, because it’s complex. Also implied is the legal 

relationships between the employee and the employer, and the boundaries around 

those legal relationships. Getting a job is a contract, and you can’t sell out your rights 

under that contract. We didn’t know how that would work. (Sharyn, key informant) 

The absence of a structured option for supporting a young person with intellectual disability 

potentially left the employer exposed to risk, and therefore reluctant to engage. Mandy 

argued that because the collaborative network she managed provided risk mitigation to local 

employers, this encouraged them to engage: 

They [employers] were willing to take a risk. And a lot of them had some connection 

with disability, but it was, ‘We’ll give this a go, we think everyone should have a go,’ 

but they didn’t want to be left, because it was a risk for them. They wanted to know 

that they could mitigate that risk. (Mandy, key informant) 

Without explicit policy focus on the human rights underpinning of economic participation for 

young people with intellectual disability, significant barriers will continue to exist within a 

complex policy environment predominately driven by economic settings. 

7.7 Conclusion 

This chapter presented data related to barriers drawn from young people, family members and 

key informants, mapped against the ecological model of social networks and community 

participation proposed by Clifford Simplican et al. (2014). Barriers to economic participation 

within each level of the ecosystem were made visible, along with system interface barriers 

emanating primarily from the complex policy, funding and practice settings. Intersecting 
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ecosystem barriers shape the experiences, pathways and challenges faced by young people 

and family members, and are framed by short term pathway thinking. 

Chapter 8 will present data about strategies to address these barriers, including the 

resources and supports young people and family members value, how these are provided, by 

whom and when. 
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Chapter 8: Resources, supports and strategies to address barriers 

8.1 Introduction 

With the right forms of support and strategies in place the opportunities and pathways to 

employment for young people with a disability can be significantly expanded. This chapter 

reports the data regarding the second part of RQ2, How can barriers to economic participation 

for young people with intellectual disability as they leave school be addressed? and RQ3, What 

are the resources and supports young people with intellectual disability and their families value 

in relation to economic participation as they transition from adolescence to adulthood? How 

should these resources be provided and by whom? The themes identified below are 

categorised according to Clifford Simplican et al.’s (2014) ecological model and reflect the data 

provided by young people with intellectual disability, family members and key informants. 

They identify strategies to address the barriers identified in Chapter 7. 

8.2 Individual-level resources, supports and strategies 

8.2.1 Strengths focus 

There was a strong belief among participants that all young people have skills and attributes 

suitable for work and that these need to be deliberately highlighted due to widely held 

negative perceptions about intellectual disability. Respondents thought a greater focus on the 

strengths of the young people and their positive attributes would lead to the identification of 

economic participation opportunities. Attributes such as interests or passions, reliability, a 

caring nature, friendliness, a sense of humour and pride in their work were identified as 

positive characteristics that shifted the focus from young people’s deficits, productivity or 

work skills and enabled them to be viewed more holistically. Family members were strengths-

focused, but required support to recognise strengths and share them with others. For 

example, Carol expected her son’s school to identify his competencies and provide her with a 
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competency statement at the end of his schooling. Janice would have liked something similar, 

given that her son had developed a range of competencies in the TAFE courses he had 

undertaken despite not completing the units. In her mind, documentation of her son’s 

competencies would enable her to communicate those to potential employers. 

A strengths focus underpins career development. Bianca believed that supporting 

young people to explore their own place in the world was an important first step in 

understanding their strengths: 

The self-awareness component – self-actualisation, who am I, what do I value, where 

do I come from, where's my place in this world – has to be worked on first before you 

even think about whether or not they're suitable for being an astronaut. (Bianca, key 

informant) 

Strengths-focused approaches recognise that young people have the capacity to learn and 

develop, and the post-school period is critical in terms of developing skills for work. Mandy 

noted that access to high-quality training and support for learning new skills, such as school-

based apprenticeships and traineeships in the workplace, resulted in employment outcomes 

for the young people concerned: 

They’re [people with disabilities] finishing [School Based Apprenticeships and 

Traineeships (SBATs)] at a higher rate than people without disabilities. All they needed 

was an opportunity that was supported, and scaffolded. It’s not that we did anything, 

it was just we created an opportunity they should have had anyway. (Mandy, key 

informant) 

Strengths-focused approaches recognise the longer timeframes in which young people with 

intellectual disability learn new skills, and their need for specialised approaches or additional 

supports. Paul thought the focus needed to move to highly personalised approaches, which is 

what the evidence says is effective. For example, Rohan’s strengths-focused WIL program 

enabled him to develop skills in the classroom and the workplace simultaneously. In addition, 
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by providing a broad range of opportunities to experience different roles and work 

environments it allowed him to identify his strengths and preferences. A key component of 

Kylie’s WIL program was therefore to support young people in exploring a range of job roles in 

vastly different settings so that they could develop strengths and preferences. 

Mandy believed that parents have a critical role to play in developing a strengths- 

focused perspective, by supporting their young person in having ‘role models, opportunities, 

and by accepting that failure and being nervous is okay, that it’s normal’. Bianca referred to 

the need to engage with young people and families using what she called ‘hope-centred 

engagement’:  

Hope-centred is where you start where the person is at and you allow the story to 

come out and you listen. You listen to the cues to see what they've experienced, what 

they're really interested in. (Bianca, key informant) 

Recognising the ages of their young people at school leaving time, their limited life skills and 

vulnerability, families were seeking developmental approaches focused on opportunities to 

safely build skills and confidence, particularly in the period immediately post-school. Mandy 

thought of this as providing ‘the same pathway as other young people, with scaffolding’. 

Family members recognised the need to customise a work role based on their young person’s 

strengths and preferences, with part-time hours and suitable job tasks. Brian thought 

customising a role should not necessitate complex changes: 

Where he [son] does his thing at [store] and some of the bigger companies stacking 

shelves and that sort of thing, I couldn’t see that being a problem for them 

[employers]. They don’t have to do anything different, they don’t have to tool up, they 

don’t have to change anything, really. (Brian, family member) 

All of the young people had particular interests that could be used as platforms to develop 

economic participation opportunities and were able to talk about these during the interview. 
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Family members often referred to them as ‘passions’. As Donna noted, drawing on those 

interests and hobbies was another way to be strengths-based and create opportunities:  

It’s much easier to ask when you know what someone does. ‘My son would love to do 

that job, or is passionate about this’, not become something about disability, but 

about the person’s interests. (Donna, key informant) 

For example, Melissa’s equestrian passion led to a paid role teaching young children how to 

ride horses, and she was studying to further her opportunities in that field.  

Strengths- and outcome-focused approaches enabled the young people to have access 

to a broader range of opportunities to develop and understand their strengths. For example, 

Kate’s school used career education, work experience and accredited curriculum as strengths-

based approaches, with work experience opportunities providing family members and school 

staff with important information about the students’ strengths and preferences as well as their 

support needs as they prepared to move out of the school system. TTW schools, as key 

informant Mandy reported, likewise supported young people to develop and recognise their 

strengths through work experience opportunities. 

8.3 Interpersonal-level resources, supports and strategies 

8.3.1 Raising expectations 

There was widespread agreement that economic participation, particularly in the form of a 

paid job in the community, was an important mechanism for promoting community inclusion 

of people with intellectual disability. Participants felt that changing economic participation 

outcomes for young people with intellectual disability would require a shift in understanding 

of the purpose and value of community-based work, and the various ways in which it is 

achievable, in order to build expectations. Joanne, a training provider, sees a multitude of 

benefits from young people with intellectual disability having a job: 
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I say to families, ‘Recreation’s good, but on the weekend or at night. People need to 

work. They need to have meaningful engagement. You need quality of life, you need to 

have unpaid people in your life, you need to have money, and you need to be 

connected. And you can hit all three of those buttons if you get a job.’ (Joanne, key 

informant) 

In Paul’s experience, conversations about work needed to start when a young person is about 

fifteen. Joanne felt that it started with the language used, noting that Employment First was 

powerful language to change attitudes:  

Employment First. Try it first before you go to an ADE. Use the language, the language 

reflects the expectations. Even if they're wrong, they’ve got the right to try it. (Joanne, 

key informant) 

Susan saw it as a human rights issue for the young people, who were often told they could not 

work before being given the chance to try: 

Belief is the hugest thing. You and I have a right and a pathway through employment 

and to follow what it is we're passionate about. Young people with a disability are told 

that they can't, when they actually can. Given the right environment and the right 

support, they absolutely can. (Susan, key informant) 

Key informants noted that while pockets of raised expectations exist, the norm of young 

people with intellectual disability having the opportunity to try work before transitioning to 

non-work or segregated service types needed to be embedded. Donna thought that the 

change was occurring among younger people who had been raised within a more integrated 

community culture: ‘What we’re seeing is younger families actually expecting their son or 

daughter to leave school and work’. 

Young people and family members also benefited from seeing other young people’s 

success, a strategy used by the collaborative network Mandy manages: 
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When you have [collaborative network] working in the school, the Year 7 kids can see 

the older kids going out to work, the parents can see kids that look like their kid [going 

out to work] and newsletters, and just that element of knowing what is possible. [Q: Is 

that what builds expectations the most, from what you’ve seen, is other kids doing it?] 

Yeah, and then the school’s changing their expectations. One of the schools was 

saying, ‘We used to talk about skills for life, now we talk about career skills’ ... One 

parent … said ‘[collaborative network] was the first time someone had said that 

employment was possible… ’if that wasn’t there, she would have gone through and 

just reinforced the thoughts that she’d been told. [Q: Straight to another option.] Yep. 

(Mandy, key informant) 

One strategy to change expectations was the use of ambassadors: 

[Collaborative network] used school ambassadors, young people who had left school 

and got into work. I was working with some of our partners and gave them public 

speaking skills, and they would go back into the school and do presentations, to 

parents and young people. For the parents and for the young person, they could see a 

real person. (Mandy, key informant) 

Donna felt that creating an expectation of community inclusion was critical, as was working 

one person at a time with both families and young people to integrate young people into 

community settings, including economic participation settings: 

I’m not one for ripping the rug out from people. Often, our approach when people 

have been in a day program full-time is to work with the person and their family to just 

do one day in the community, and then two days, and then three days, so they build 

their confidence and they work backwards. But the vision is up front that the person 

will be included in that community. (Donna, key informant) 

Recognising that intellectual disability created barriers to employment, the family members 

participating in this study valued information about what was possible; therefore, supporting 

them in exploring options was an effective strategy to raise expectations. Rhonda valued 

attending a formal information session at her daughter’s school where previous parents spoke 
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about what helped them, because it opened her eyes to what her daughter might be able to 

do post-school: 

I remember going, maybe when Amy was in Year 10, they had an information evening 

at her school, where they had parents, previous parents coming in and speaking about 

their experiences and what their children have done now. So, that was really lovely 

too. Just to think, ‘Oh wow! They can do that!’ [Q: So, that really did help you in terms 

of thinking about what was possible?] Yeah, yeah definitely. It was a real positive and 

they're the sorts of things you do – it's not so much about what they can't do, it's what 

they can do and you build on that. (Rhonda, family member) 

Laurelle provided an example of a pilot project aimed at raising expectations that she thought 

had been well received by families: 

I’m aware of workshops talking about raising expectations, and then you can draw on 

the tools, the online tools to reinforce that. I think the power of meeting other parents 

who are going through the same thing, and raising those expectations with parents 

around yes, ‘you can expect this for your child’. (Laurelle, key informant) 

Bianca’s organisation ran training: 

We got funding and we ran ‘Building Ability Through Career Management’. That was 

the program, and it started with the parents and we ran five workshops for parents. 

The first group we had 12 or 13 parents, then the second group we had 30. They just 

rocked up. They'd heard about it. We got 12 registrations and 30 showed up. Mums 

and dads. Kids with them. Young adults with them. Then we had one where 

grandparents came. (Bianca, key informant) 

Lisa, an employer, agreed that young people who were working could act as influencers, 

raising the expectations of other young people with intellectual disability: 

If Bobby was able to talk about his job to other people who didn’t have a job, it might 

motivate them to want to get a job. I think from the inside there could be more energy 

going towards getting a job. I don’t think where he goes there’s any real, ‘Oh, great, 

Bobby you’ve got a job’. They’re quite happy for them to just keep cycling through, 
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going to the same things throughout their lives. Learning skills that never get applied 

in the workforce. I think people who do succeed in getting a job could be given 

opportunities to share that. (Lisa, key informant) 

Interacting with people with intellectual disability working in community-based workplaces 

was another way family members learned what might be possible. Family member Brian’s 

involvement with a local football club gave him hope about what his son Corey might be able 

to achieve when he was older, as other club members with intellectual disability worked, held 

driver’s licences and lived in their own homes. Likewise, Clare shopped at a local supermarket 

where a man with intellectual disability was employed, and seeing him maintain that role over 

time helped her to think about Penny’s future work. 

8.3.2 The family is the system 

As is typical for young people in early adulthood, family support was critical during transition. 

As discussed previously, young people recognised family members as an important and long-

term source of support and relied on them to undertake a range of tasks during transition and 

early adulthood. When asked who would help them find a job or a course, they typically stated 

that their mother or father would, not a service provider, which matched Mandy’s experience 

with the young people in her collaborative network, who stated that their greatest support 

was from family. For example, Melissa’s mother was helping her find information about a life 

skills course she wanted to do and had organised enrolment in a Certificate-level course, and 

Melissa thought it would also be her mum who would help organise the work experience she 

was hoping to undertake. Family members also helped with learning new life skills, such as 

using public transport and cooking, and drove young people to activities. 

Young people also drew on their siblings for support and to frame normative 

expectations in early adulthood. James described his brother as ‘really good at technology’ and 

said that his brother taught him computer skills. Melissa’s brother had taught her a range of 
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skills, including how to use public transport and top up her travel card. Siblings were also a 

source of ideas about the types of work young people might be able to do: 

I like working – like fast food. [Q: In fast food?] Yeah, I like working at Macca’s. [Q: 

Okay, have you ever done that?] No. My sister’s boyfriend does. (Amy, young person).  

They therefore both provide positive role models and have a key role to play in building 

important skills that young people need in order to engage in economic participation activities. 

As discussed, family members regarded themselves as the primary supports of their 

young people, and actively sought opportunities for them to thrive in their adult lives. They 

took on a wide variety of roles supporting their young people, including developing and 

holding onto their vision, sourcing courses and programs, and seeking employment 

opportunities. For instance, James’ mother was looking for work for him using mainstream 

avenues: 

[Q: has mum helped you at all with looking for a job?] Yes, she has. [Q: What sort of 

things has mum helped you with?] She thinks I’m perfect for Coles. She would actually 

go on the Internet on her phone and search up job placements sometimes. (James, 

young person) 

Brandon also spoke about a work opportunity his mother organised with his uncle. 

When I went there last, I did work experience with my uncle, when I was 22, I went 

and did sheep shearing, helped them with sheep shearing. [Q: Were you actually 

shearing the sheep?] No, I was running the sheep up and like whacking them with a 

stick [Q: To get them moving?] Yeah. But running them up. (Brandon, young person) 

And George’s service was building family and community connections into its employment 

planning: 

I guess we saw a few gaps in that we needed the family to be involved more. Because 

we would come out with all these great pathways that the people were involved in 

and had buy-in. ‘My mum said no. It's too far away. Mum doesn't think I can get 
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there.’ Those sorts of challenges started to come up. So in comes the family. Part of 

what we do is a networking piece [for each young person] on getting to know that 

community – you know, ‘what does your uncle do?’ All those sorts of things. And we 

start exploring their wider network and around who they know and those sorts of 

things [as a precursor to searching for employment]. (George, key informant) 

Much of the young people’s community access was organised via activities they were involved 

in with their families rather than through disability services. Being a member of a community-

based club or association supported young people in being included in community-based 

activities from an early age, which both enabled the development of soft skills required for 

work and helped them build connections to community members who might offer economic 

participation opportunities later. Sporting clubs and community organisations such as Scouts 

were examples of places where young people spent time. Brandon’s involvement in a local 

church also provided him with a valued role and a network of friends and supports. 

Carol used community connections to support her son’s economic participation. Not 

only did he go back to his own childcare provider to undertake work experience, it was Carol’s 

networks within the sports club her family was involved in that led to the opportunity for him 

to work casually in the stadium’s café. Similarly, Jane was trying to utilise her daughter’s 

networks to increase the opportunities available to her:  

It’s not what you know, it’s who you know. If you have a big network of friends and 

people and do whatever, you’re spreading your possibilities more broadly. And 

hopefully some opportunities will come out of them. (Jane, family member) 

8.4 Organisational-level resources, supports and strategies 

8.4.1 Support to build the capacity and social capital of families as ‘career allies’ 

Mandy, Bianca and Joanne felt that given their importance, the roles families play in the 

transitions of young people with intellectual disability needed to be formally acknowledged 

and supported within the complex post-school systems they navigate. For Bianca, parents’ 
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aspirations for their children were critically important, and the role of services was not to take 

over from them, but to skill up families and support their journey so that they could become 

‘career allies’. 

Access to information was a critical support families needed, particularly because they 

had little experience in navigating the adult disability and employment systems. They reported 

needing a wide range of information to support their decision-making about economic 

participation, including information about what was possible, practical support including how 

to locate supports and services, and advice on ‘what works’. They needed different 

information at different times and from different sources. The careers expo was an example of 

a systemic support that was valued by young people and family members because it provided 

information about multiple services in one place, giving them a way to sort through what 

interested them so that they could follow up and get more detailed information later. For 

example, several family members stated that they visited a service provider after the expo to 

assess whether it was a good fit for their young person. Rhonda also attended a tour organised 

by her child’s school where she saw people with intellectual disability working in open 

employment. Brandon has undertaken paid roles talking to families about his experience of 

moving into his own home and having paid work. He thinks it helps to inspire people. 

Practical information such as knowing who to contact to ask, ‘How do I do X, Y or Z?’ 

was also important to the family members. Brian was looking for a ‘guide’. He felt that he had 

one shot at it, so he wanted to be clear about what he should be doing to support his son’s 

work goals. Information about activities that young people should be undertaking was also 

seen as important. For example, information about the importance of casual after-school 

employment for people with disabilities that Carol received during a formal training session 

provided by a capacity building organisation, set her on a path toward identifying a suitable 
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opportunity for her son when he turned fifteen. Similarly, Janice had the support of a formal 

parent group when she started self-managing, which she found invaluable. 

Information about what funding a young person was eligible for and support in 

navigating the NDIS planning process were important. Anne had the support of an experienced 

person, who was both a parent of a person with intellectual disability and a service provider, 

to help her negotiate with the NDIS for funds for her son to be involved in a demonstration 

project. Clare and Jane had help from an advocate to prepare their NDIS plans and reported 

that they got exactly what they needed from the NDIS as a result. Likewise, Carol was getting 

advice from a service provider to ensure that her son had access to the funding he needed to 

undertake the transition program they offered. 

Brian was seeking information about employers in his area who might be willing to 

employ his son and was willing to do whatever was needed to help his son find a paid work 

opportunity, but needed support to talk to employers about how he would be paid. Jane had 

connections which she thought might have work opportunities for her daughter but felt 

nervous about approaching them. Other family members also had connections with local 

businesses that they thought might offer opportunities to their young people but needed 

support and information in order to approach them. Information about the legal aspects of 

employment – in particular, information about how a young person would be paid – was 

critical to support families in utilising their own networks to create opportunities. Mary 

needed information about employment specifically, and thought that ‘a guide’ to talking to 

employers about employing your child would be helpful. Francine thought that access to a 

skilled ‘broker’ – someone who knew the young person well and could talk to employers on 

their behalf – would be helpful, particularly for navigating complex systems and negotiating 

within their existing networks:  
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They’re missing that middle person, you’ve got the educators and then you’ve got the 

employers. But that middle person who can actually connect both of them [is needed]. 

(Francine, family member) 

Other parents of young people with intellectual disabilities were a valuable source of both 

information and support to the family members. They were available via formal means such as 

information sessions, and through informal networks such as schools and sporting clubs. Mary 

and Brian valued the informal information they received from other parents at their sons’ 

sporting clubs, Brian thought the club could host formal information sessions about various 

topics related to disability, as it would be easy for the families and young people to engage 

with the information in a familiar and comfortable environment. He also felt that the natural 

leaders in the club – in his case the coach – should be supported to take on a more formal role 

supporting other families: 

You feel more comfortable. For Corey to come along, he would know that his 

teammates are going to be there. It would certainly be a friendlier environment. I 

actually believe our coach [and his wife] they’ve got a lot of time on their hands, and 

their son’s 31 now. They’ve been doing it longer than [wife] and I, they’ve got 10 years 

on us. I said to him if we had an NDIS night, he could get up there – because everybody 

listens to him, and he’s got that natural [leadership] and he’s the head coach. (Brian, 

family member) 

Family members of young people with Down syndrome had been connected to formal support 

networks since their children’s birth. They relied heavily on the advice and information they 

received from other members of these networks, particularly those whose children were older 

than theirs. Jane looked up to another woman in the group who she saw as a natural leader, a 

person who could be relied upon for information and advice, and Anne received information 

about a new employment initiative her son was suitable for through the network. 
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Family-led capacity building organisations supported families seeking to create 

valuable and valued lives for their young people. However, seven of the ten family members 

had not heard of the Victorian-based family capacity building organisation, despite the 

resources they could access through it. For Jane, Janice and Carol, who were connected to it, 

the organisation’s key role was to open their minds to possibilities related to ordinary life goals 

and help create typical pathways for young people with intellectual disability: 

Typical pathways for people post-school is to have work, go overseas, volunteer 

maybe, do some things, hang out with their mates. Life is not just one thing, it’s a 

holistic thing. A model that could help people to build a good life, what does that look 

like at your age, and for you to control supports and direct, one person at a time. 

Those themes could be developed into an employment approach. (Donna, key 

informant) 

The organisation had strong roots in Social Role Valorisation, which is based on the notion that 

the good things any society has to offer are more easily accessible to people who have valued 

social roles (Wolfensberger, 2000). Donna described why the concept is important: 

Valued roles are really important because our whole identity is tied up in our roles, 

and our valued roles. Everyone wants to be valued. No one wants to be devalued in 

what we do. That’s an important concept. (Donna, key informant) 

Janice believed all families should be exposed to this theory, to help them understand how to 

build communities around their young people. 

The organisation provided Janice and others with a broad range of information and 

resources to support families, including a website, videos, tools, workshops and webinars, 

mentors and paid supports. Janice was also a member of a smaller formal network of parents 

established to support the ordinary life goals of young people with intellectual disability. This 

network offered capacity building activities as well as individualised supports that could be 

paid for using NDIS funding: 
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One of the most powerful things that has helped me are the family stories, being 

exposed to that. I was really fortunate to be part of [name of network] where I had 

mentors who’d been down the track 10 years on. I remember the first meetings, I’d be 

like ‘So how do you employ someone? If I want to get this funding, what do I have to 

do exactly?’ [Q: And other families gave you that?] Yeah, ‘Ring up and say you want to 

do this.’ ‘Oh okay, as simple as that?’ (Janice, family member) 

Janice was involved in the network as both a parent and a resource for other families. Her 

involvement in a pilot program helped her learn how to self-manage her son’s NDIS funding, 

establish a circle of support and employ her own support workers. She considered it important 

to be taught how to do things, rather than having a service do it for you. Mary relied on other 

parents from her son’s school for information. Brian had done likewise for 13 years, but then 

suddenly lost contact with them. He felt there should be a link to a formal parents’ network 

post-school:  

That would be really good, because you learn a lot through parents don’t you, good or 

bad… We’ve all got the same dramas, we all sook about the same things come Friday. 

(Brian, family member) 

Vera also wanted a support group of other parents:  

A support group would be better. If you’ve got any problems, you can talk around to 

people and see what they think. Give me some ideas about what to do. (Vera, family 

member) 

School staff were a trusted source of information for family members as they planned their 

young people’s transitions due to the long connections they had to the schools. The structured 

approach to transition these family members experienced was valuable and one of the few 

systemic structures in place. 

Disability providers were another important source of information, particularly during 

the transition period. Rhonda and Vera recalled feeling a strong sense of trust for one 
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particular staff member, which influenced their decision to choose that provider. Joanne, a 

service provider, believed that a trusting relationship with families was critical and took time 

to build. Aligned with a ‘Just Three’ (i.e., just three hours employment per week) approach to 

creating small first jobs, Joanne’s organisation used family connections to try to broker 

employment opportunities: 

Tell us your network and if you want us to contact them we’ll contact. If you've been 

shopping in your local supermarket for 20 years, I’ll talk to the person. We’ve got a lot 

of outcomes like that. And you know, half of these Just Three outcomes will come 

through people who know families. They don't come out of the woodwork. (Joanne, 

key informant) 

The two-year structure of her post-school program resulted in high levels of trust and for her 

that made all the difference.  

Circles of support were another mechanism for increasing access to economic 

participation opportunities. Donna explained the value of a circle: 

We found often mum gets stuck with the implementation in individualised support. 

That doesn’t mean it doesn’t progress. We have seen some amazing results, or it’s just 

mum and dad. The idea of bringing more people into the conversation, gathering a 

group of people who know and care about the person, is they’ve got more ideas, more 

contacts, more links with the community. It creates a ground swell of connection and 

knowledge, but also can offer some support. Not always, but it certainly does that, and 

people holding the vision into the future. (Donna, key informant) 

Carol felt strongly that a circle of support needed a purpose, so setting one up around 

employment was a goal for her now that her son had finished school. Janice’s son Brandon had 

a circle of support comprising people from his community to help him to be involved in 

planning his life. Janice said it was helpful to both Brandon and her, because the community 

members saw things through a different lens. Brandon thought Circle members gave him 
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‘ideas as well as connections’, and Janice provided an example of how the circle had provided 

practical support to Brandon: 

And practical things, like for example when he was going on his first job interview, we 

did a Circle session where we did mock interviews and people threw questions at him, 

which was great. And we had a Circle member who is a year younger than Brandon 

who was also looking at getting her first part-time job and was having trouble with 

getting that work. So the brainstorms in the circle were relevant to her so it was very 

rich. (Janice, family member) 

Janice purchased the supports needed to establish and manage Brandon’s Circle via her NDIS 

funding, something she thought other families could do if they were provided with the 

information. 

8.4.2 Collaborative structures 

Collaborative structures and cultures were identified as critical for addressing the fragmented 

service system the young people and families needed to navigate. Rather than linking into one 

service provider, collaborative structures improved system navigation and brought a range of 

actors to the table, which promoted problem-solving and helped to build the ‘basket’ of 

services and supports available to young people. Mandy’s collaborative network provided an 

example: 

We talk about blending and braiding, so we’re looking at in this local community – 

because there’s state funding, and federal funding, and local funding, philanthropic 

funding … It’s like, ‘Where do you want to go? We can use a bit of this and a bit of that, 

and do this; oh that didn’t work, so we’ll try that, that individualised pathway,’ and 

having a range of different organisations involved. (Mandy, key informant) 

Collaborative place-based practice also brought businesses to the table, something key 

informant Sharyn thought helped solve local problems: 
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Coming back to that idea of having a local place-based approach where there are some 

employers, linking that to either your local Chamber [of Commerce] or something, and 

then you ask the employers to solve the problem. Because everyone likes to think that 

they can solve a problem. You then ask them to help, and then to be part of that 

solution for your community. (Sharyn, key informant) 

The WIL collaboration between a large hospital, a training provider and Kylie’s employment 

service utilised a collaborative framework to provide accredited work-based training to young 

people with disability where, individually, none of the actors would have been able to provide 

the support required. The project resulted in paid employment outcomes for nearly all of its 

participants. Similarly, George’s disability service was working collaboratively with a DES to 

build employment opportunities for the young people in his transition program. This blending 

of specialist knowledge and skills in supporting people with intellectual disability with 

employment sector contacts and knowledge resulted in the creation of several paid roles, 

including Bobby’s job with an organic food company. 

As Donna noted, using the right structures and models leads to better outcomes:  

[Disability advocate] Michael Kendrick would say “You can’t grow oranges from a 

lemon tree,” you know. Like, the model needs to be right, right from the start. (Donna, 

key informant)  

Mandy felt that collaborative structures supported sharing the workload among different 

actors, thereby increasing the opportunities available to young people:  

We ran information nights, and we often went to careers nights or post-school 

transition nights, so that group of people, rather than having a stall of their own, they 

could present as a collective. (Mandy, key informant) 

Critically, such approaches become replicable and a source of knowledge for others wanting to 

address a similar issue: 
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We have all the research, so we can say ‘What do you want to do?’ and we can just 

pull it, ‘Here you go,’ it just makes it easier… Because we had an evidence base on 

what was happening overseas, and quite a structured model in the sense of taking all 

the resources from the pilot, people didn’t have to re-create it. It was ‘Here’s your 

little formula, here you go, we’ll be in support’ ... we’d get all the players round the 

table and we’d go and present and then they’d decide if that’s something they wanted 

to do in their communities. (Mandy, key informant) 

Another approach to bring about collaboration was via an intermediary; this role was critical 

within Mandy’s network, but it was unclear whose responsibility it was: 

With our networks there’s someone there to pull everything together, navigate the 

system. We think that the LAC [Local Area Coordinator] could take on that role and 

they talk about between the mainstream and the disability world, so they’ve got that 

element. There would have to be a directive or an expectation that they would do that 

role from the NDIA. (Mandy, key informant) 

Paul referred to the need for a ‘system wrangler’: 

It was a person who could work with multiple environments and sometimes it was the 

job coach to get everyone on the same page about what you wanted to achieve. Don't 

argue the rights space, don't argue the advocacy stuff. Do the ‘Can we help this young 

person? Are you in or are you not in?’ Giving people options rather than painting them 

into the corner, because as soon as you get into an adversarial role, you'll never win 

with a TAFE. You'll never win with any institution. (Paul, key informant) 

In addition, Mandy argues that specific training, mentoring and coaching within schools and 

disability services supports the raising of expectations, which helps to embed long-term 

change. In Amy’s and James’ school there were deliberate, successful integrated strategies 

that had been implemented to build a ‘work first’ culture and orient young people toward 

post-school economic participation. In 2019, only one student from a cohort of over 50 

transitioned to a non-vocational service provider post-school. The strategies were not difficult 

or costly. There was a strong focus on students spending time in spaces where other senior 
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students spent time, including the senior campus being located within a mainstream 

secondary school, as this enabled the students access to a broader range of networks and 

opportunities and supported the shaping of their identity. The campus focused on students 

undertaking a recognised school leaving certificate, and supported that by employing a 

curriculum coordinator to work collaboratively and in a strengths-based way with students to 

design a suitable curriculum, which set up pathways to further training post-school. 

Additionally, the school employed a trained careers adviser to provide advice and guidance to 

students and family members. The use of the title ‘Careers Advisor’, particularly on her name 

badge, continually reinforced the word ‘career’ for students and family members. Being 

accredited also required her to deliver services to the students within standards and a code of 

conduct. Finally, a work experience coordinator established connections with local 

organisations to create work experience opportunities for students in host workplaces where 

staff were trained and supported in supervising the students rather than staff from the school 

doing so. The use of a ‘graded’ system resulted in students experiencing a much broader range 

of workplaces as they became increasingly independent and built expectations about their 

capacity to work in a range of community-based settings. 

8.5 Community-level resources, supports and strategies 

8.5.1 Improved understanding of employment for young people with intellectual 
disability 

Addressing the mismatched discourse and lack of clarity about the forms economic 

participation can take requires an improved understanding of and focus on the value of paid 

employment.  Raising this awareness in the wider community, particularly in relation to the 

human rights aspects and broad benefits of economic participation, was considered critical to 

creating opportunities by study participants. Family members felt that personalised 

information and support for businesses would help create real jobs for young people with 
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disability, as while businesses might be willing, family members thought they needed support 

to make it happen. Clare thought in particular that employers/businesses were not aware of 

the supports available: 

Government needs to make all employers know that it’s a possibility. [Q: Like a 

campaign?] Yes, I think so. They don’t understand, they think it’s going to cost them 

money to have someone there who needs more training. They're like, ‘I need someone 

to do this job and I don’t have the time and money to train them, someone with a 

disability.’ They don’t understand that there is support and funding to get that person 

up to capacity. (Clare, family member) 

Laurelle agreed that employers were not aware of the benefits employing a person with 

intellectual disability, particularly in a customised job role, could bring to a workplace: 

Well the way that we construct work means there is little room to do anything a little 

bit altruistic. Also, the real benefit of a customised job, in terms of co-workers, is 

taking tasks off other people. There hasn’t been enough exposure to it. Whenever you 

hear about it, and whenever you meet employers who have done it, they love it. 

(Laurelle, key informant) 

Lawrie felt that programmatic structures were a mechanism for engaging employers willing to 

employ young people with intellectual disability: 

I would say, encourage employers to engage in and work with programs like ours. 

When they first start to work with people and through work experience our staff are 

there and they can start to see … it’s sort of easing their way into it. And also, those – I 

can’t think of the exact term and I know that some businesses have them – but those 

obligations to hire a certain [Q: Like corporate social responsibility?] That’s it – exactly, 

that sort of thing. And to have more of that and actively use it ... and we work with 

them and they can say ‘These are the jobs that someone with an intellectual disability 

can do,’ as opposed to us going to that business and sussing it out – they can say that 

‘We have lots of this and that to do, can you provide some participants?’ (Lawrie, key 

informant) 

Lisa explained how she came to meet Bobby: 



246 
 

A DES sent me an email asking if I would be interested in employing someone. [Q: Just 

a cold email? Did you have any connection to anyone?] No, I had no connection to 

them at all. And it offered a wage rebate so long as the person stayed for the full six 

months. And I just really liked the initiative. That was probably where it was successful, 

it struck a chord. I went and met Bobby and we gave him a trial and we went from 

there. It was quite smooth from the practical side of it. (Lisa, key informant) 

Laurelle thought that a sustained campaign was required: 

I would love to have a big campaign. We need to shift and have maybe at different 

levels, but we haven’t really had a serious national campaign around disability. There’s 

been little efforts but there’s not been anything sustained that people could call to 

mind. And I guess we’re not talking about TV anymore, we’re talking about social 

media and all the different segments. It might be that you really only want to focus on 

employers and you just do a really sustained effort there. (Laurelle, key informant) 

George felt the right employer had to be supportive of the person as well as providing real 

opportunities, and such employers were difficult to locate: 

[Q: What is it about those workplaces that works? What is it? What are you looking 

for?] They've got people in charge, whether it’s a CEO or a manager or a business 

owner or supervisor they really have got a heart for our guys and they really want to 

offer that opportunity. They've got a workplace that has a need, that they feel that 

one of our guys – [Q: It’s not a charity model, is it?] No, no. We don’t want it to be 

either. We wouldn’t want it to be tokenistic. We want our guys to go to work and work 

is about making a contribution. That should be the expectation of everyone whether 

you've got a disability or not. Some might need more support. (George, key informant) 

Paul agreed that the match went beyond the tasks performed, and that supportive employers 

were critical: 

The evidence out of the US shows the importance of matching with the employer is 

more than just the tasks you perform. It's about the employer really feeling very 

comfortable with the skills and talents you bring. Not ‘This person has got a disability; 

this person has got an intellectual disability. I'll do the right thing by community and 
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give them a bit of a go.’ It's about actually saying, ‘You're a valued employee.’ (Paul, 

key informant) 

Lisa, Bobby's employer, explained how she had customised a role for Bobby, noting that it 

could be beneficial for both employer and employee: 

He’s really good at [deliveries]. That’s been the key to it working, has been to find 

something he’s really good at and give him that. Unlike the rest of us, he doesn’t get 

bored of it, doesn’t require a lot of change or stimulation or challenge, just give him 

what he’s good at and let him go. And he’s good at driving … the two runs he’s taken 

over I’ve been doing for eight years, I was well over it. [Q: That’s freed up you to do 

other things?] Yes, and [other employee] not doing the last run has freed her up to do 

the run in the van, which Bobby can’t drive. You just move things around. (Lisa, key 

informant) 

Small to medium businesses were considered more likely to come on board than larger ones:  

I feel that it – [long pause] they're a higher chance to believe in the purpose of what 

we're doing. Lived experience or a shared experience with somebody, whether it's a 

family member, a son, daughter, something like that. (George, key informant) 

Drawing on businesses’ connections to their local community was a successful strategy 

Mandy’s program used to drive opportunities:  

Some of the work with employers is around why they got involved. We’ve got quite 

specific employers that are involved because they’re small to medium, they’re part of 

the community. (Mandy, key informant) 

Lisa thought organisations also needed to be encouraged to be more creative: ‘People need to 

create [a good job match]. But you can get creative, you know’. Certain employers or 

industries were seen as having the right culture to support the economic participation of 

young people with intellectual disability. For example, Lisa employed Bobby partly through a 

sense of providing a community service: 
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There might be the type of businesses where you have more success – businesses 

where there’s a bigger goal than a profit. Those types of businesses may be more open 

because they’re already in service in the way they operate. They’re already operating 

in a bigger domain than just all about the money … (For Bobby), what I pay him 

actually is about what I would pay to put them on a courier. But I wanted to give him a 

start because I think employment is key. It’s key to feeling useful and having money 

and the freedom of having your own money and earning your own money and all that. 

(Lisa, key informant) 

Laurelle knew about a project that had targeted a particular industry: 

[Project] was done by [DES]. One of their clients got a job in an advertising agency and 

this agency loved it. They said we don’t know why more people aren’t doing this. Then 

they took it on themselves to launch a campaign for every creative agency in New 

South Wales to employ a person with intellectual disability in a customised role. 

(Laurelle, key informant) 

As an employer, Lisa felt strongly that financially incentivising employers, particularly at the 

commencement of a job, was helpful in mitigating risk: 

Bobby, he’s not that different to anyone who gets a first job. That’s why we pay 

teenagers really low money, because they’re not worth more. Training wages for a 

first job for someone with a disability should be given, they’re just not worth 100% of a 

wage. Review it every three months, whatever. And if small business is going to be 

your main employers, they need to feel like they’re not taking a financial risk. There 

might even be some financial benefit to encourage them to try it. If I had been paying 

Bobby a full wage, there’s no way we would have made it. They [DES] subsidised his 

wages – everything I paid him for the first six months, they paid me back. It has to 

work financially. Small businesses getting a financial kickback, it really means 

something. It wouldn’t mean something to [large employer], they don’t care, but it 

meant something to me. [Q: And did it mitigate the risk for you?] Exactly, yeah. It 

meant I could take him on and if it didn’t work, it didn’t matter. It wasn’t going to cost 

me. (Lisa, key informant) 
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The young people and families were able to clearly articulate the economic participation 

outcomes they were seeking, framed through a human rights lens rather than a labour market 

one. The reframed human rights perspective enabled thinking about a broader range of 

economic participation opportunities. Given the highly heterogenous nature of the young 

people, these could range from full competitive employment through to small part-time 

customised roles and micro-businesses. 

The varying financial circumstances of the young people, which included being in 

receipt of the DSP, meant that in some cases they had more scope to explore volunteer and 

unpaid opportunities. Likewise, subsidies and reduced wages could be palatable to the young 

people and family members if a role itself was valuable. Rohan’s volunteer role with the Parks 

service and Francine’s son’s unpaid role at a local restaurant provided them with meaningful 

roles and the lack of payment did not concern them or their family members: 

I’m talking on behalf of [son]. Because he has an intellectual disability he wouldn’t be 

able to perform the same job as what a normal person can. And maybe you’d have 

to – I know the award wage and you have to pay everyone the same amount of 

money, but would it be okay to – you don’t pay them the award wage. (Francine, 

family member) 

There should be more opportunities for them out there. Whether they get paid or 

don’t get paid, to some people that’s important, to me, it’s not. It’s making them feel 

needed and wanted. Rohan loves going to [volunteer job]. (Anne, family member) 

Joanne focused on identifying work that was valuable to a business in order to negotiate 

opportunities. She approached businesses from a value-for-money mindset, trying to turn that 

into opportunities for young people based on them being paid what the work was worth: 

Some people work at different rates. But what would you pay to get that done? That's 

worth about three hours, this person takes about four hours, so he gets paid three 
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hours of work. And he’s getting a bit faster now, he’s working for about three and a 

half hours. (Joanne, key informant) 

Paul felt that there needed to be open discourse about the hours of work people with 

intellectual disability were seeking:  

I've done enough work with people with intellectual disability to say quite comfortably 

that most people with an intellectual disability won't work full-time. Why are we 

kidding ourselves? Why are we kidding ourselves? (Paul, key informant) 

 George’s new employment program was focusing on small numbers of work hours for young 

people:  

We're looking at it differently. The work option could just be a couple of hours a week. 

It's still work. (George, key informant) 

For some businesses, offering a small opportunity to start with is an effective strategy to build 

their confidence. Joanne, a service provider, was using a strategy called ‘Just Three’ to find 

three-hour first jobs for her students with intellectual disability: 

Just Three. Anybody who’s out there who really wants to give someone a go, because 

‘Oh, three hours, we can do three hours.’ Once they’ve busted three hours, once 

they’ve got that little bite, it’ll be more than three hours. It always ends up more. 

(Joanne, key informant) 

In addition, a small amount of community-based work combined with other activities could be 

suitable. Carol could see that her son could combine work with a broader range of activities, 

including some segregated activities: 

If they [service providers] worked out if people weren’t going to work full time, well, 

there’s all the stuff, cooking and other life skills, self-advocacy skills, fitness. Some 

social is okay … mixed in with work. I’ve got no problems doing one after the other. He 

[son] has talked more recently about doing a drama club. Well, okay. On the one hand, 

I could go and find a local drama club and that’s a thing about in your local community 

and all the rest of it. But also, if he’s also doing a whole lot of other mainstream things, 
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I don’t really hate that he would go to a drama club for half a day with other people 

with intellectual disabilities. (Carol, family member) 

While ADEs were widely rejected, there was recognition that segregated work opportunities, 

for example within social enterprises and WIL programs, could deliver benefits to young 

people, especially in the period immediately post-school. Both of the WIL programs described 

in this study’s data involved segregated classes and integrated work placements. 

Reconceptualising economic participation, and particularly by focusing on the human 

rights and inclusionary aspects of work for individuals and their family members, enables 

employers to engage from that perspective and potentially opens a whole raft of new 

opportunities to young people with intellectual disability. 

8.5.2 Appropriate services and supports 

Addressing lack of access to appropriate services and supports was particularly important to 

family members and key informants. They believed that real change could result from the right 

supports being available to young people and family members at the right time. In particular, 

they sought widely available programs, services and supports that could achieve employment 

outcomes, and identified a range of ingredients that characterised appropriate services: 

Research and evidence is coming out of the US regarding what works and what doesn't 

work. What works is when you take a very person – a-family-community-centred 

approach. You build trusting relationships; you go on that journey of discovery and you 

work to the person's strengths. (Paul, key informant) 

Family members reflected that a broader range of easily accessible transition resources and 

supports bridging the school/post-school divide, that were available to all young people and 

their families, would be helpful. Structured programs, such as TTW, draw together a range of 

services and supports to help young people and families plan for economic participation post-
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school. Mandy suggested that making this more widely available through a place-based 

approach could result in greater equity of access. 

In terms of transition from school, Paul thought the first six to twelve months were 

critical: 

The best providers I saw understood that post-school to about six months post-school 

was very much about building the young person's individual life skills, but also building 

systems of support around them that meant if they didn't find work in that six months 

that they wouldn’t fall back on mum and dad. Transport, train – all of that sort of stuff. 

They would then really start what I call the discovery process. They’d start to work 

with the individual, start them on volunteering and job tasters and those sorts of 

things. By the end of the first year, 75 per cent of the hard-lifting had been done and 

then you could start to enjoy the successes for that young person. Some of them 

found jobs within nine months and others it took them the full two years. (Paul, key 

informant) 

Joanne’s transition program emphasised the need for young people to be exposed to a range 

of opportunities, with a focus on work placements: 

With the SLES program, we do one day. We call it the [name] program, where they do 

one day of classroom-based, then they do SLES, and they try stuff. It’s one-on-one for 

people finding a job. And the next year they’ll do the training, work placement. They're 

going to get more intensive work placements. More goes on with them if they want to 

do that. (Joanne, key informant) 

Access to appropriate early work experience was considered critically important to improving 

economic participation opportunities for young people with intellectual disability. However, 

creating a positive experience for the young person, their family and the host employer was 

crucial. For Janice, work experience was critical because people with intellectual disability 

learn best in real environments: 
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The idea that you have to get the skills first before you do the thing, that’s backwards. 

I know it’s the other way around because Brandon has proved it to me. You don’t get 

life skills and then move out of home and live independently. You live with a dirty 

toilet or unwashed sheets for three months and then you realise, ‘Oh wow, it’s more 

pleasant to wash my sheets!’ That’s how it happens. That’s the same for everybody 

else. There’s a mindset shift that’s actually at the heart of it that isn’t working. That’s 

why the system itself is reflected in that. It’s got it backwards (Janice, family member). 

Access to highly individualised and skilled supports to undertake work experience was also 

crucial to ensuring that early work experience was meaningful. 

Improving access to school-based resources and support – for example, having ‘a 

trained, skilled person in that careers/work experience role’ and schools ‘linked in to a 

collaborative network’ (Mandy, key informant) – was seen as having the potential to improve 

school-based opportunities. Kate outlined the approach her school uses, which has resulted in 

good outcomes for students: 

Some students have undertaken school-based apprenticeships, in warehousing and 

food processing, so they're walking out with that qualification and that's paid 

employment. Cert II in Warehousing Operations and Cert II in Food Processing. [Name 

of business] have been fantastic to our students. Our students end up trained by the 

school to independently travel there too on their work days. And Warehousing 

Operations, Cert II in Food Processing, the work and the study is all done there at 

[name of business]. They do a lot of food for disadvantaged people and the homeless 

and foodbanks. The students are involved with the machinery, the preparation of 

food, packaging. They get a Cert II. Their study is actually here at campus on a Friday. 

The RTO comes to us. We have one student who did the food processing, loves it so 

much, she will go into hospitality. She's doing the SLES program and combining TAFE, 

but she’s not doing the Work Education or Transition to Education one [ie courses 

targeting people with disability], she's going into a Cert II in Hospitality. (Kate, key 

informant) 
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Family members recognised that a customised role within a supportive workplace that 

capitalised on a young person’s strengths and interests would lead to a better outcome. The 

customisation required could involve not only the tasks undertaken, but also the hours worked 

and the way the role was supported. Several family members knew about one intellectual 

disability-specific DES provider with over 30 years of experience in supporting people to obtain 

and maintain community-based jobs using customised employment approaches, and were 

hoping to use its services. The collaborative network Mandy was involved in had also used 

customised approaches successfully in its work: ‘We talk about one jobseeker and one 

employer. It’s trying to find the right fit’ (Mandy, key informant). 

Rohan appreciated the effort staff and other volunteers from the Parks department 

put into preparing his schedule of jobs each week and ensuring he was fully included and 

valued. The staff from the WIL host workplaces also arranged specific, suitable tasks for him 

and he was supported by a paid support worker. The co-workers at Bobby’s workplace, an 

organic food supplier, had adapted the work environment to ensure he was undertaking tasks 

that suited him. His boss was also teaching him new skills to expand the number of job roles he 

could undertake, despite not having any experience in supporting people with disability prior 

to employing Bobby. 

Paid supports in the form of coordinators, teachers and brokers were important. 

Rohan’s WIL program coordinator had helped him learn new skills and brokered meetings with 

potential employers. Staff from a DES provider had helped Bobby find his job and Penny 

described her ‘boss’, a disability provider staff member, as the person who helped her to learn 

about working in the coffee cart. The coordinator from James’ SLES program also organised his 

work experience schedule each week. James thought having a support worker to help him on 

his first day in a job was important:  
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For the start, yes, I would [want a support worker], because I wouldn’t know what to 

do. I don’t want to fail or break anything. (James, young person) 

Structured post-school training was valued by both the young people and family members in 

the first-year post-school, including programs provided by disability services and training 

providers. Services provided at set times that mirrored school hours were particularly valued, 

as were a range of supports available within the same environment. For example, travel 

training that was provided alongside work-type activities was a good fit. Family members 

recognised the young people’s vulnerability in community settings due to their age, their 

limited life experience and their intellectual disability; therefore, environments offering 

security and protection were important as the young people undertook their new activities 

and learned new skills. 

Disability-specific RTOs providing post-school transition courses structured to account 

for the learning needs of students with intellectual disability are emerging to compete with 

TAFE. Joanne’s RTO had smaller class sizes than TAFE, which means it could include people 

with higher support needs:  

Some of the local TAFEs have minimum class sizes of 13. That just wouldn't work. 

We’re able to take on people who want to work and want to learn who’ve got higher 

than usual support needs. (Joanne, key informant) 

Disability-specific WIL demonstration programs based on the Project SEARCH model achieved 

employment outcomes for the small number of young people involved. One model involved 

students undertaking training within a university setting combined with placements within a 

range of businesses. The other involved students undertaking training on-site at a large 

hospital, including doing three placements in various parts of the hospital. Students chose 

from a wide variety of settings, including childcare, catering, administration and cleaning. 
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Being on-site and involved with a young person over an extended period of time was 

beneficial, according to their job coach Kylie: 

They [students] had a relationship with me all year and I knew them. I knew where 

they’d come from. I knew their challenges. To work with someone everyday like that 

you pretty much know how they work and what they need. (Kylie, key informant) 

This also enabled Kylie to work closely with staff from the host organisation and teach them 

strategies for supporting the young person, and to solve any issues that arose: 

[Teacher] and I negotiate with supervisors, the employer, all day every day. It’s like 

chess. We’re moving, we’re on the job with students as well. We’re talking them 

through and breaking down their process. There’s a lot happening. Then we’re 

negotiating which students go where, understanding their strengths and where their 

career path is likely to be looking, based on their interest and what they showed in the 

rotations. I stay in contact with them [host organisation staff] too: ‘How are you 

going?’ Because often those moments – and that’s the beauty of working at the 

organisation, you can be having that corridor meeting: ‘Oh, hi, how’s things? Oh, good. 

But how are things really going?’ And that’s when they let you know, ‘Oh, this 

happened.’ (Kylie, key informant) 

Over time, Kylie saw these learnings become more embedded across the organisation: 

They take it on board and they own it. And then they go, ‘Actually, well I could do this 

differently.’ And in fact, departments like the Equipment Distribution Centre have now 

modified their induction program to teach the staff the way they taught the student. It 

made them think, ‘Oh, well, actually that would be confusing if we taught them that.’ 

It’s changed the whole way that they do their induction for their program. (Kylie, key 

informant) 

The program supported the young people who had gained employment or a traineeship to 

transition into a longer-term support system providing ongoing support: 

At the end we do pathway interviews – [teacher], myself and the parents and the 

student. We talk about where they’ve come from and what they want to do and what 
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the parents want for their child as well, which is really important. And then we talk 

about our DES service and give them the option to sign up, and then they go into 

employment assistance. (Kylie, key informant) 

As suggested by Francine and Anne, there was a need for a broker – a person who knew the 

young person well and could approach employers to negotiate or create a suitable position on 

their behalf. Mary thought wage subsidies would also be attractive to employers, and that 

would need specialist expertise to arrange. Brandon’s family employed their own broker, a 

person who had experience in the industry Brandon was looking to work in, and paid him using 

individualised NDIS community participation funding. The broker was able to identify suitable 

roles and workplaces for Brandon and used his connections to negotiate a role for him and 

then provide the support he needed when he commenced work. 

Bobby’s job with Lisa came about when she was approached by a DES that brokered 

the role for him by clearly articulating his suitability and offering a wage subsidy. She felt that 

using a broker was appropriate because there needed to be some separation between the 

family and the workplace: 

If I had had calls from [Bobby’s] family that I felt were intrusive or controlling in any 

way, I wouldn’t have taken that too kindly, if I felt like they were interfering, or they 

were overly involved. I feel like I have employed an adult and I have an adult 

relationship with him. Yes, he has a disability. Having the one-on-one relationship with 

professional support [DES] has been excellent. (Lisa, key informant) 

Low awareness of the possibility of customising a role for a young person with intellectual 

disability, and the benefits of doing so, meant that businesses needed access to skilled brokers 

to support customisation. Joanne provided an example of how her organisation brokered 

customised roles for students: 

One of the questions that we’d ask businesses is ‘what do you do, who are your 

customers?’ It’s like any appreciative inquiry approach, and then just saying ‘what 
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never gets done?’ and then you may be able to carve or scope a job around the stuff 

that never gets done in a workplace that needs to get done. It’s important that work is 

not a token. It needs to be a real contribution, good match, all of those sorts of things. 

(Joanne, key informant) 

Broadening the pool of people available to provide economic participation supports to young 

people beyond just disability support workers also opens opportunities. Brandon’s barista-

trained support worker, who worked alongside him in a hospitality workplace, had previously 

not had disability or employment support experience prior to working with Brandon. His skills 

and connections in the occupation Brandon was seeking to be employed in were invaluable, 

and he was eventually employed to train other staff in the workplace, which meant that 

Brandon’s support experience was normalised. Donna also described a broker employed by a 

family she supported who had no prior disability experience, but was ‘known and trusted by 

the local community. She held the vision for inclusion’. Likewise, Joanne employed some staff 

from outside the disability sector in her RTO because they had specific training skills, and 

higher expectations of the students. 

There was also a need to draw from the supports available in the workplace, as Joanne 

noted: 

[The employer] employed someone who was really high support needs and he put his 

grandson buddying up with him because they're from the same age group. It makes 

sense. It's fantastic. He’s going to be employing quite a few people in a whole range [of 

roles]. He thinks it really adds value, particularly with some of the young people who 

are doing their first job. (Joanne, key informant) 

8.6 Sociopolitical-level resources, supports and strategies 

The sociopolitical level of the ecological model is concerned with laws, market forces, state 

perspectives and histories of service delivery. Research informants identified a need to align 

policy, funding and practice with the ordinary life expectations of young people with 
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intellectual disability and family members in order to create the market of appropriate services 

and supports required to increase their economic participation opportunities. 

8.6.1 Employment First policy settings 

The barriers created by the confused and confusing policy framework, outlined in Chapter 7, 

require new cross-sector policy settings that recognise both the paid and voluntary nature of 

economic participation for people with intellectual disability. Shifting the focus of policy to 

inclusion, with economic participation framed as part of an included life, requires a service 

system underpinned by human rights policy settings and outcomes rather than economic ones. 

An asset-focused Employment First strategy was seen as one way of bringing about 

broad system change. Donna had seen Employment First policies implemented overseas, 

resulting in the closure of segregated services and a shift to increased community-based 

outcomes for young people with intellectual disability. She argued that actively supporting 

young people with intellectual disability in community-based employment was necessary to 

change attitudes about their capacity to be included: 

If we want attitudes in society to change, one of the most powerful ways to do that is 

to assist people with intellectual disability to get work and participate. (Donna, key 

informant). 

Employment First policy frameworks shift attention to the provision of the supports –  to 

young people, family members, school staff and the broader community – necessary to create 

economic participation. Mandy explained how the collaborative network she managed, which 

had a strong Employment First underpinning, had influenced expectations within schools and 

families, and specific targeted strategies had changed the culture within schools and other 

settings. 
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Specific, targeted policy settings are required to address the interface issues between 

the human rights-focused NDIS and other service systems that were outlined in chapter 7. 

Lawrie provided an example of how policy interface issues, in this case the interface regarding 

NDIS-funded SLES participants using DES, could be overcome, indicating how other 

problematic interface issues could also be addressed:  

With the SLES participants, there’s six months where they can do both – it’s called 

‘concurrency’. They [SLES participants] can be registered with DES and job search and 

also continue using their SLES, only for six months’ (Lawrie, key informant).  

However, Lawrie’s example does highlight that issues of concurrency or ‘double dipping’ are 

interpretive and can be removed when policy makers decide to do so. It remains unclear, 

however, whether concurrency has led to improved employment outcomes for people with 

intellectual disability.  

The reconceptualisation of economic participation would also require a rethink about the 

intersection of paid work and income support, and how that information was made available 

to young people and family members: 

To not have the disability support pension and only have a few hours work, if you lose 

it, it’s a fear, it’s a fear-based thing. If there was more flexibility around that, more 

information about ‘you can work, and this is what happens’. (Donna, key informant) 

Government, in particular the NDIA, was identified as a key source of leadership given the 

NDIS’ focus on social and economic participation and the policy, funding and practice levers it 

could use to drive change. Anne thought that government should lead by example, by ‘putting 

their money where their mouth is’. Mary agreed that governments should be employing 

people with disabilities themselves, and Sharyn identified procurement and enterprise 

initiatives as two levers government have to drive change – levers which have been used 

effectively with other disadvantaged groups. 
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8.6.2 Leveraging learning from research and pilots 

Key informants recognised the importance of pilot projects in driving change, but also 

identified the need for strategies to develop good practice and make it widely available via 

evaluation, replication and scaling within a coordinated framework. Pilot projects, many 

funded by philanthropy, provided leadership by undertaking research, building models and 

collecting data about what works. However, while philanthropy had supported the pilot 

phases of Rohan’s WIL program and the WIL program Kylie worked in, these could only 

continue if they had secure ongoing funding. Key informants also provided examples of a range 

of small-scale projects that had demonstrated good outcomes. Bianca’s ‘Building Ability 

Through Career Management’ was one: 

It was two days. The first day, we looked at employment readiness and how ready they 

were to actually enter the workforce, and then they all got one-on-one [careers] 

counselling for an hour plus a career plan plus a workshop around preparing for 

employment. We ended up with 60 young people in the end. (Bianca, key informant) 

Donna knew about effective evidence-based programs such as customised employment 

operating overseas, which were suitable to be adapted to the Australian context given the 

right environment in which to scale and replicate them. Donna thought there was a need to 

engage with established leaders, particularly in relation to customised employment, in order 

to support the adoption of evidence-informed practice in Australia. For example, Laurelle 

knew of one DES provider implementing customised employment, having organised training 

for its staff via an American university, that could potentially take on a leadership role. 

Mandy’s innovative transition project was another example of a model that would benefit 

from a structured strategy to implement it widely. Mandy was conscious of the need for policy 

change, and for access to the learnings from her pilot to bring about system-wide change so 

that all young people had access to its supports:  
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We’ve got all this stuff, and now we have to look at how we ensure that we get 

learnings and policies that actually support effective school-to-work transition, 

because currently it doesn’t happen. (Mandy, key informant) 

Likewise, Sharyn’s organisation had created innovative programs for businesses that were very 

successful in creating economic participation opportunities for young people with disability, 

but its growth was organic rather than structured:  

We have an internship program, we’ve got our mentoring program, but for our 

internship program, for example, the demand just keeps growing and growing [from 

businesses] (Sharyn, key informant). 

Finally, there was also wide agreement that targets, data collection and reporting drive 

change. Better data supports decision-making, and programmatic structures enable data to be 

collected at individual and cohort levels:  

The point is it’s about the data. When people participate in programs you get really 

good data, and then you’ve got a chance to go back and do some analysis and review, 

and then create a step change (Sharyn, key informant).  

Kylie’s education partner organisation was therefore considering establishing a Centre of 

Excellence to share knowledge about the WIL model they had established. Likewise, Mandy 

thought that capacity building was a critical aspect in bringing about change in transition 

practice at the system level. Her organisation was focusing on developing training, resources 

and practical tools that could be made widely available. 

8.7 Conclusion 

This chapter has explored the strategies, supports and resources that research participants 

identified as valuable for increasing the economic participation of young people with 

intellectual disability, which are situated across all levels of the ecosystem. Broadly, many rely 

on changed thinking and attitudes about the employment potential of young people with 
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intellectual disability, and about what sorts of activities constitute economic participation. 

However, without a well-funded, structurally supported array of appropriate economic 

participation supports and services, even motivated families and employers cannot achieve 

the change required. 

In Chapter 9, the findings of the thesis are explored by drawing on the existing 

literature and theory. 
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Chapter 9: Discussion 

9.1 Introduction 

This chapter returns to the aims of this thesis, to understand how economic participation of 

young people with intellectual disability can be enhanced and encouraged. It uses 

constructivism, a key theoretical underpinning of this thesis, to consider how the system 

broadly constructs intellectual disability and economic participation and therefore how these 

concepts can be reconstructed. The use of ecosystem theory focuses attention on multi-level 

strategies to reconstruct economic participation for this cohort, drawing attention to the 

barriers that exist across all layers of the systems that young people with intellectual disability 

intersect with.  

9.2 Reconceptualise young people with intellectual disability 

Since the shift from institutionalised residential settings to community settings began, young 

people and families have begun to reconceptualise intellectual disability. Although they had 

diverse goals, overwhelmingly the young people and families in this study were shifting 

towards alignment of their everyday experiences and employment opportunities with 

‘ordinary life’ and human rights ideas, in which economic participation is contextualised as an 

important part of an ordinary life. However, wider community discourse remains wedded to 

deficit-focused thinking about intellectual disability, resulting in a disconnect between the 

expectations of families and young people and the opportunities available. It is this deficit lens 

and the deeply ingrained assumptions, images and generalisations about the capacity of 

people with intellectual disability (Senge, 1996), that form a core barrier to realising their 

aspirations and potential.  

Despite a formal shift at the level of the state to understanding disability through a 

human rights and biopsychosocial lens, as evidenced by Australia becoming a signatory to the 
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UNCRPD, the introduction of the NDIS and the newly released Australia’s Disability Strategy 

(Australian Government Department of Social Services, 2021a), young people with intellectual 

disability experience a continued emphasis on medical diagnosis and are labelled based on 

their IQ from early childhood. This categorisation disproportionately dictates their life path 

(Altermark, 2018; Cluley, 2016). In particular, the use of standardised tests, results in them 

being categorised based on deficiencies in cognition and adaptive behaviour, which leads to 

separate and segregated spaces, particularly for learning and working. 

Authors such as Odom et al. (2009) have described the conceptualisation of people 

with intellectual disability throughout history, as based on the prevailing characteristics of 

society more broadly. The widespread dis-citizenship of people with intellectual disability, 

including their removal from society throughout the nineteenth and twentieth centuries, 

occurred because their worth was viewed in the context of their ability to be productive 

(Dowse, 2009). Altermark (2018) describes the current period as ‘post-institutionalisation’ – a 

period in which formal policy settings have shifted away from segregation of people with 

intellectual disability yet the structures and mechanisms of segregation, such as special schools 

and ADEs, continue to exist. This has served to reinforce deficits, difference and separateness, 

and set up a trajectory into separate and segregated spaces across the lifespan (Grigal et al., 

2011). 

Despite formal shifts, including the policy-level emphasis on inclusion in the ordinary 

life of the community, as evidenced by the NDIS, the data collected for this study has made 

visible the continuing deficit lens through which young people with intellectual disability are 

viewed by the institutions and structures which form Australian society. Shifts in attitudes 

towards disability and recognition of diversity and difference in broader society have not 

translated to changes for people with intellectual disability. The lack of opportunities 



266 
 

experienced by young people with disability within special schools, day centres and ADEs 

impacts far more on their economic participation capacity than their impairment does (Jordan, 

2014). 

Widespread deficit practice is visible in the data for this cohort. High numbers of young 

people with intellectual disability continue to attend special schools for some or all of their 

schooling, and these schools are viewed as lacking a culture of preparing young people for 

work. Rather, according to Janice, they create an easy pathway to disability services post-

school. Typical opportunities that are available to other young people are absent in the later 

years of school, including career development activities. Work experience, normatively a first 

step towards later economic participation, is mostly a tick-box exercise undertaken in groups, 

within segregated ADE settings or not at all. Information about post-school options is provided 

primarily via a careers expo, which in reality is an expo providing information about the adult 

disability services available for them to choose from. However, non-specialist schools do not 

fare any better in supporting young people with intellectual disability during transition, given 

their emphasis on high academic achievement and pathways to university.  

Post-school, programs are segregated, rarely offering normative activities such as the 

structured and accredited training other young people without disability receive. This lack of 

opportunity resulted from prevailing attitudes that young people with intellectual disability are 

‘non-workers’, linked to an overemphasis on cohort deficits and a failure to actively uncover 

and document individual strengths.  

Reconceptualising intellectual disability requires a shift in focus from the impairment 

to the role of the environment, adaptive behaviour and functioning in supporting the inclusion 

of people with intellectual disability in community settings (Schalock et al., 2021). Bringing 

about change that addresses exclusion and facilitates community participation requires 
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recognition of the complex interactions between impairment and social context (Bigby, 

2020b). It requires a twofold strategy that simultaneously draws out and addresses disabling 

social structures and recognises the real-world implications and limitations that people with 

intellectual disability experience (Bigby, 2020b). It also requires an understanding of each 

individual’s difficulties, including how these relate to an impairment and how social contexts, 

like negative attitudes about intellectual disability, exacerbate the difficulties they experience. 

This leads to a dual strategy to both alter the social contexts that have created barriers and 

support the individual in overcoming personal barriers in order to participate. 

The provision of highly specialised supports and environmental adaptations within 

community-based settings is critical to opening up economic participation opportunities, as 

described by Wehmeyer and Craig (2013). In the Australian context, the drift from highly 

specialised employment supports during the 1990s to the de-differentiated DES program 

available now has reduced the availability of the highly specialised supports necessary for 

people with intellectual disability (Tuckerman et al., 2012). This has acted to reinforce 

community attitudes that people with intellectual disability do not belong in community-based 

economic participation settings. In addition, failing to provide the specialised services within 

the context of transition to adulthood results in missed opportunities for young people with 

intellectual disability to develop skills and competencies that support later economic 

participation. 

Placing increased emphasis on the role of environmental adaptation and supports 

means individually mapping these for each young person as they transition from school, 

identifying the strengths and weaknesses of their ‘individual ecosystem’, and the resources 

and supports available to them (Small et al., 2013). The Discovery process is one mechanism 

that enables a young person to be viewed within an ‘ecosystem’ in which paid and natural 
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supports and environmental adaptations influence thinking about economic participation 

broadly, as well as within a strengths-based framework (S. R. Hall et al., 2018). Its dual focus on 

individual and environmental strengths results in important understandings of the factors that 

promote economic participation for a particular person, which is critical given the 

heterogeneity among people with intellectual disability. However, none of the young people in 

this study had access to a Discovery process or any formal assessment of their strengths or 

preferences in relation to economic participation. In addition, none of the young people had 

been specifically taught self-determination skills, been formally involved in their transition 

planning, or been offered structured choice-making activities related to economic 

participation, despite increasing evidence of the important role these play (Hagiwara et al., 

2019; Stancliffe et al., 2020). This resulted in little understanding of their specific strengths and 

interests beyond what family members knew and tried to ‘tap into’, and little knowledge of 

the type and volume of supports and the environmental settings that would enable each 

individual young person to engage in community-based economic participation.  

A reconceptualisation of young people with intellectual disability must formally 

recognise both their right and their capacity to be self-determining in relation to their adult 

lives. The ecosystem must therefore centre structured support and training in the 

development of self-determination, starting early (Stancliffe et al., 2020) and linking to diverse 

opportunities for identity development. This means intervening from an early age in order for 

different outcomes to be possible later in life. The opportunities to be actively involved in 

planning transition afforded by programs such as TTW enabled young people with intellectual 

disability to construct their identities in different spaces, using multiple lenses (Midjo & Aune, 

2018; Stokes, 2012; Stokes et al., 2013). While family remains the strongest influence on 

identity for young people with intellectual disability, the data in this study indicated that 

enabling young people’s inclusion in spaces in which they could undertake important identity 
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work in adolescence and early adulthood influenced family members’ expectations and their 

visions for their young people. Successfully undertaking work experience in community-based 

settings, paid or unpaid, had a particularly strong impact on young people’s expectations for 

themselves and their family members’ expectations for them. Making good quality work 

experience within community-based settings available to all young people with intellectual 

disability is therefore a critical step in expectation-setting within the family environment, and 

the development of self-determination skills. These diverse early experiences recognise and 

reinforce the normative opportunities of development for young people with intellectual 

disability. In this context, a first job is seen as a stepping-stone, rather than a lifelong job that 

predetermines the economic participation pathway of the individual. 

Strengths-based approaches are a key mechanism that drives the reconceptualisation 

of young people with intellectual disability (Shogren et al., 2018; Wehmeyer, 2020; Wehmeyer 

et al., 2017). In this study, family members’ holistic focus on their young people resulted in a 

far stronger emphasis on the personal characteristics they regarded as strengths. Family 

members described their young people as funny, kind and passionate about an interest. The 

young people themselves drew on their families’ strengths focus in framing their own 

identities, particularly aligning themselves with their siblings in terms of preparing for adult 

life. However, while the family setting was strengths-based, family members recognised that in 

broader society the deficit lens is widespread. This set up an identity ‘battle’ in which young 

people and family members sought out valued, normative strengths-based opportunities post-

school within a deficit based, segregated system in which they had to constantly advocate for 

the services and supports the young people needed. Carol and Clare were early in their 

journeys and were hopeful about being able to achieve their goals for their children. Anne and 

Francine were seven years post-school and worn out. Despite their considerable efforts to 

carve out community-based economic participation opportunities, they felt the deficit-focused 
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service system had let their young people down. In particular, the focus on her son being kept 

‘busy’ rather than engaging in meaningful roles was a concern for Francine, who felt that it 

underestimated his capacity to be bored and his need to experience the reciprocation that 

comes from being engaged in a valued role. 

Similarly, in this study, young people did not see themselves via the lens of intellectual 

disability, although they did acknowledge specific barriers such as an inability to handle 

money. Instead, their identities were more closely aligned to those of ‘young person’ or 

‘school leaver’, as ready to try new things and carve out a future. They drew on what their 

siblings of the same age and friends were doing post-school, emphasising intellectual disability 

as only one aspect of their identity. Being in real workplaces, even in unpaid roles, helped to 

shape their identities not just as a worker but as people who could learn new things and be 

responsible for getting important work done, which is how they drew value from their work. 

In order to reconceptualise young people with intellectual disability, we must validate 

the period of emerging adulthood (Arnett, 2000) as it relates to them. Young people with 

intellectual disability require the same opportunity to discover who they are and who they can 

be, begin to realise their adult potential, and ready themselves for adult life (Arnett, 2007; 

Redgrove et al., 2016; Stokes, 2012) as their non-disabled peers. The unstructured and 

fragmented planning experienced by young people with intellectual disability and family 

members fails to understand the importance of an extended post-school development period 

and to incorporate important activities that support development and growth. Given the 

expectation among family members that ‘things take time’ for young people with intellectual 

disability, the emerging adulthood framework offers a structured developmental approach in 

which a young person, their family members and the service system more broadly can align 

their ‘efforts’, focusing on the attainment of valuable roles, including community-based 
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economic participation, across the adult lifespan. Reconceptualising young people with 

intellectual disability as emerging adults reframes them as having potential to learn and 

develop, and to build their identity outside of the intellectual disability identity assigned to 

them. Policy settings and service delivery within an emerging adulthood framework would 

create the stepping stones and bridges the young people and family are seeking, fostering 

increased independence, skills and confidence as a young person moves towards adulthood. 

Additionally, an emerging adulthood approach would address the adjustment issues family 

members experience, giving them the time and support necessary to cultivate the ordinary 

and valued life they aspire to for their young people. 

In this context, reconceptualising young people with intellectual disability emphasises 

them as individuals with normative human rights but differentiated needs and supports. They 

are first and foremost young adults in a period of significant identity growth and exploration, 

informed by diverse community-based opportunities. 

9.3 Reconceptualise economic participation 

Within Westernised countries such as Australia, economic participation continues to be 

viewed through a neoliberal lens, which predicates a narrow and individualised view of 

productivity (Dowse, 2009). The increasingly complex labour market has resulted in fewer of 

the routine and manual jobs people with intellectual disability traditionally undertook, 

reinforcing the broad view that they are unsuitable for work. This exclusion from the labour 

market has been based on attitudes and discourse about their capacity and the perception of 

significant barriers to employment (Kocman et al., 2018). The continuing existence of 

segregated spaces for people with intellectual disability also perpetuates their absence from 

mainstream workplaces and reinforces community expectations. Negative views of intellectual 
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disability are therefore particularly prominent within the context of economic participation, 

resulting in a clear path or ‘sealed highway’ to segregated settings. 

In a formal sense, Australian economic participation support systems use the concept 

of work ‘capacity’ to determine eligibility for services and supports within the Active Labour 

Market. This includes mutual obligation to engage in economic participation-related activities 

in return for income support. Expectations about work ‘capacity’ for young people with 

intellectual disability remain wedded to biomedical views of disability. The deficit-focused 

income support assessment requires the individual to demonstrate that disability has resulted 

in an incapacity to work. The granting of DSP ‘manifestly’, based on IQ, formally exempts a 

young person from work, effectively labelling them a ‘non-worker’ in the broader ecosystem. 

This process occurs simultaneously with preparation for the completion of formal schooling 

and transition to the adult world. The process itself, and the language associated with the 

payment – in particular, the use of the word ‘pension’ – sends a strong message to the broader 

community about both the person’s capacity to work and the lack of necessity for them to do 

so. In a formal sense, DSP also reduces entitlement to many employment supports provided 

through Commonwealth government-funded labour market programs. Accordingly, the 

system orients resources toward non-work or segregated work settings for DSP recipients. This 

is particularly problematic in terms of future economic participation, as the young person 

misses out on vital early development opportunities. There is therefore a need to include a 

range of community-based economic participation options for young people with intellectual 

disability within the parameters of NDIS funding and, more broadly, by redesigning eligibility 

for Active Labour Market supports such as DES-ESS. 

Aligning the concept of work capacity with biopsychosocial and human rights 

conceptualisations of disability would result in work capacity assessments being conducted 
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within an environmental framework, with particular emphasis on the role of supports that give 

rise to capacity in the community-based labour market. However, flipping to notions of 

supported capacity rather than manifest incapacity destabilises young people with intellectual 

disability’s automatic and permanent entitlement to income support as it is currently framed. 

Given the uncertainty their young people face in achieving economic participation outcomes, 

families rightly protect their young person’s DSP income support payments, setting up a 

tension between maintaining income support and economic participation. The fears held by 

family members about loss of income support (Kramer et al., 2020) and their reticence to 

engage in complex income reporting systems (DSS, 2015), must therefore be addressed by 

delinking income support from economic participation supports. For this cohort specifically, 

formally framing income support as a Universal Basic Income (UBI) payment, rather than an 

incapacity payment, would enable a broader scope for conversations about a young person’s 

strengths, their potential for economic participation (including very minimal hours of work 

activity), the supports necessary to realise an economic participation outcome and the 

timeframe in which it occurs. The data indicates that family members were already informally 

treating the DSP as a UBI as they focused on economic participation in light of the social 

inclusion aspects it brings rather than income as a prime driver. Given the range of issues and 

barriers experienced by people with intellectual disability and the low likelihood that paid 

employment will replace the DSP entirely, the young people’s manifest eligibility for income 

support held value for them and their family members as an economic safety-net from which 

they could explore economic participation activities.  

A reconceptualisation of economic participation for this cohort also extends to formal 

recognition of the role it plays in the ‘ordinary life’ aspirations of young people with an 

intellectual disability. Drawing from human rights perspectives, work for these young people is 

considered a natural pathway post-school – an ordinary part of adult life. In the United States, 
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shifts in thinking about economic participation for this cohort have been driven by 

Employment First policy settings, which are underpinned by human rights frameworks in 

which young people with intellectual disability have the right to be, are expected to be, and 

are supported to be in community-based work settings (Association of People Supporting 

Employment First [APSE], n.d.; Giordono, 2020).  

In addition, place-based, system-wide change programs involving young people with 

disability, families, schools, employers, service providers, policy-makers and the broader 

community address cultural attitudes, align policy and practice, interrupt deficit-focused 

pathways and provide structured support to engage in economic participation activities (Carter 

et al., 2017; Giordono, 2020; Molfenter et al., 2017). Critically, the ‘attitude change’ approach 

is coupled with the provision of strengths-based supports that enable community-based 

employment to be realised. The result is a shift in expectations about economic participation 

for this cohort, and improved economic participation outcomes (APSE, n.d.; Giordono, 2020; 

U.S. Department of Labor: Office of Disability Employment Policy, n.d.). The data from this 

study indicated that the capacity of young people has been redefined by an increasing shift to 

Employment First thinking among young people, their family members and key informants. 

The Australian TTW model, drawing on Employment First approaches, has demonstrated 

capacity to reconceptualise young people with intellectual disability in the Australian context 

at the local community level (ARTD Consultants, 2019b). For example, Mandy, a key informant, 

reported that improved economic participation outcomes achieved by older students lead to 

changed attitudes among younger students and their family members and staff within TTW 

schools. In addition, TTW’s collaborative approaches, specifically bringing together previously 

deficit-focused key service providers and employers to create solutions, resulted in a shift to 

supports provided within a strengths-based, environmental focus. Its additional focus on 

capacity building, supporting young people, family members, school staff and the wider service 
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system and community to build knowledge and skills, resulted in successful outcomes for 

individual young people. These activities acted as catalysts for a reconceptualisation of 

economic participation for young people with intellectual disability both at the individual level 

and within the community more broadly. Such examples made visible what the families 

referred to as ‘what’s possible’.  

Family members in this study had a flexible approach to economic participation for 

their young people. As noted above, rather than being aligned to generating income, they saw 

economic participation primarily as a vehicle for social inclusion. Working for only a small 

number of hours, particularly for young people with stamina and health barriers, was 

considered sufficient to contribute to the valuable social inclusion outcomes they sought. 

Family members thus described seeking a good fit for the young people, while the young 

people themselves focused their thinking about work around their interests and hobbies such 

as sport, horses and dancing. The challenge, from their perspective, was to locate an employer 

prepared to act altruistically as Lisa did, recognising that while limitations exist, adapting the 

environment – for example, by customising a range of suitable tasks – enables a young person 

to contribute within a workplace where this is aligned with their interests and strengths. 

In a social inclusion context, community-based economic participation has two primary 

components: ‘social interaction and community participation’ (McConkey & Collins, 2010, p. 

692). Drawing on societal expectations about work and its role in perceptions of citizenship, 

family members sought opportunities they described as valuable in terms of enabling their 

young people to be present in community spaces, to expand their social networks – 

particularly beyond others associated with disability agencies, also identified by Forrester-

Jones et al. (2004) – and to have meaningful, reciprocated roles alongside a broader range of 

people, as discussed in Akkerman et al. (2018). Segregated options, the alternatives to 



276 
 

community-based economic participation, represented social exclusion and limited 

opportunities for young people to feel valued and develop a broad range of relationships. 

Young people and family members in this study recognised the need for customisation 

of community-based economic participation settings and ongoing supports to create the 

structured environment which lead to success. There was, however, flexibility about the 

settings in which economic participation can occur, which was not necessarily aligned with 

binary ‘integrated or segregated, paid or unpaid’ thinking. While community-based economic 

participation was ultimately the goal, family members were also seeking to shift the focus to 

whether the roles available to their young people would provide value and improve their 

quality of life (see Akkerman et al., 2018; Rustad & Kassah, 2021). Volunteering was 

considered a suitable economic participation option if the role held value; for example, if it 

was within a valued organisation and was individualised, and the work was carried out 

alongside volunteers without disability. In addition, value came from a young person being 

appropriately supported and undertaking meaningful tasks that tapped into their strengths 

and interests despite being unpaid. Both Rohan and Francine’s son had highly valued unpaid 

roles in which they worked among non-disabled co-workers, wore uniforms and undertook 

important tasks such as greeting customers and maintaining equipment. Recognising the 

complexity of intellectual disability, family members considered a small number of hours, such 

as two to three hours for two to three days per week, suitable to meet their young people’s 

needs when balanced out with other activities across the week. Broader options such as micro-

businesses (Thoresen et al., 2017) and being employed within social enterprises would also 

potentially meet the needs of young people and families if they had the valued aspects 

described. 
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The data indicated that young people and families are open to blending and braiding a 

range of activities across their week, engaging in a combination of community-based and 

disability-specific settings. However, there is a strong preference for community-based 

economic participation, and for economic participation to act as the ‘anchor’ activity for the 

person, as it does normatively. Hybrid models in which young people are in community-based 

work for part of their week and non-work activities for the other part potentially open up 

opportunities for people with intellectual disability to be included in community-based 

economic participation facilitated by a disability service provider (Murphy et al., 2014). 

Economic participation is fundamentally about valued work, either paid or unpaid, 

where the criteria for value are the alignment with the interests of the young person, the 

nature of the tasks having wider workplace or social meaning, and the opportunity to engage 

with diverse co-workers. In the main, the opportunities for such economic participation is in 

community-based employment, but other settings can also deliver these. Notions of work 

capacity are replaced by strengths-based assessments of supports needed, to address personal 

and environmental barriers to economic participation. 

9.4 Reconceptualise the role of families 

Interpersonal relationships have a direct impact on improving attitudes and behaviours 

towards people with disability and enabling others to take on a role that Idle et al. (2021) refer 

to as that of an ally. Families as allies help young people with intellectual disability to realise 

their economic participation goals over the long term (Carter et al., 2011b; Kramer et al., 2020; 

Park & Park, 2019; Roy, n.d.; Southward & Kyzar, 2017), maintaining their vision, advocating on 

their behalf, providing supports over the lifespan and holding ‘a more complete grasp of the 

whole picture’ than the service system or individual service providers do (Kramer et al., 2020, 
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p. 315). Families must be supported in this role as their young people transition from school 

into adult life. 

Transition from school is a particularly difficult time for families of young people with 

intellectual disability, as they experience significant adjustment issues (Dyke et al., 2013; 

McMahon et al., 2020). The data from this study support previous findings (Codd & Hewitt, 

2021) that family members have unmet support needs in the post-school period, which here 

have been exacerbated by the complicated roles they were required to undertake in an 

individualised funding system. While the family members felt that school-based transition 

support was adequate at the time, it was only later that they realised how unprepared they 

were to navigate complex post-school systems. This was compounded by the failure to link 

family members and young people with intellectual disability to the post-school support 

networks they needed. 

The family members and young people in this study were signalling and driving shifts 

in the conceptualisation of both intellectual disability and economic participation, although it 

is not clear if they were outliers, or representative of family members more broadly. A number 

of key informants reported family members of young people with intellectual disability as 

being prepared to accept the laid-out pathway from school to disability services rather than 

challenging limiting community expectations. The extent to which family members engaged in 

supporting economic participation outcomes depended on their own expectations, their 

advocacy skills and their support networks. 

Parental involvement in transition planning improves post-school outcomes (Kohler et 

al., 2016; Papay & Bambara, 2014), and families are critical for realising the economic 

participation goals of young people with intellectual disability over the long term (Carter et al., 

2011b; Francis et al., 2013; Kohler et al., 2016; Papay & Bambara, 2014; Roy, n.d.). The data 
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made visible their critical role, and also made visible the manner in which their role has 

changed within the new individualised funding environment (Tracey et al., 2018). Rather than 

being only interpersonal-level supports, family members span the interpersonal and 

organisational levels of the ecosystem, performing an important function that connects the 

two. Families take on significant quasi-formal roles managing funding, coordinating services 

and seeking out the supports required to realise their young people’s community-based 

economic participation roles. In particular, families were required to develop 

specialised/professional knowledge, managing significant workloads, ‘interfacing’ with 

services, employers and training providers and coordinating the various services and supports 

their young people received across the week. In the absence of adequate employment support 

services, family members were attempting to ‘fill the gap’ by providing the types of supports 

that would normally be the domain of vocational rehabilitation or employment services staff, 

along with other roles such as support co-ordination. The role of families must therefore be 

formally acknowledged within systems. 

The issue of support to families is critical, as the quality of the support they receive 

influences their decision-making regarding pursuit of economic participation (Kramer et al., 

2020). Like the families in Kramer et al. (2020), interactions with the service system left 

families in this study feeling frustrated and hopeless due to poor service, confusing 

information and an inability to locate suitable supports for their young person in the complex 

service system. This was heightened by the lack of evidence-informed, person-centred 

economic participation supports available, particularly within the individually funded NDIS 

marketplace. Family members’ experiences of significant and long-term frustration due to 

poor services and supports caused them to reconsider their economic participation goals and, 

for some, ultimately to give up. The highly individualised and unstructured nature of support 

systems risks producing a two-tiered system due to the wide variation in families’ ability to 
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navigate complex systems and available social capital (Carey et al., 2019). Family members in 

this study with system navigation skills, advocacy skills and social capital, such as Carol and 

Janice, were able to carve out opportunities for their young people, utilising significant support 

from their networks, including a parent-led capacity building organisation they were 

connected to. However, other families had less capacity to ‘fill the gaps’ in the system, and 

thus relied more heavily on formal services, which resulted in their young people having fewer 

opportunities. There is therefore a need to assess a family’s need for support holistically, 

recognising that different families require different supports to ensure equality of access to 

economic participation opportunities. 

Reframing families as allies who are resourceful, committed and knowledgeable about 

the strengths of their young people but in need of support from the formal system would 

support their capacity to seek out supports and opportunities, including beyond the service 

system where required (Petner-Arrey et al., 2016; Sanderson et al., 2017). The literature 

supports the need to reorient service provision so that young people and families are 

supported holistically, as a single unit, through transition and emerging adulthood (Francis et 

al., 2013; Jacobs et al., 2018; Kramer et al., 2020). In the United Kingdom, for example, 

individualised funding processes assess the whole family for support needs (Brooks et al., 

2016). If family members are formally recognised as a significant component of the economic 

participation ecosystem, their needs must be considered alongside a young person’s needs as 

they transition to adulthood. The diverse needs of families will mean they require different 

amounts and types of support, and that all families require more support at particular times. 

Families are operating within a longer life course perspective, that is not currently 

supported by the broader system (Redgrove et al., 2016). The transition support family 

members received from school staff ended suddenly when school finished. Yet that was the 
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point at which their role shifted from ‘parenting a school-aged child’, with all the inbuilt 

supports that come with that, to having quasi-formal responsibility to create a life for their 

young person post-school. Extra support was required as they began navigating the complex 

adult services system, trying to locate services to support the realisation of their visions. 

Families require the period of ‘transition’ to be extended to align with emerging adulthood, so 

that formal transition supports are extended to cover a seven to ten-year period and support 

the development of a longer-term ‘life’ vision drawing on life designing principles (Wehmeyer 

et al., 2019). The families were seeking support to realise their visions through the provision of 

information about ‘what they should be doing’, along with capacity building supports to 

enable them to ‘properly’ take on the quasi-formal role outlined above. Rather than locating 

transition supports solely within school settings, locating them within and across a broader 

range of ‘systems’ including the education system, disability systems and mainstream 

employment would enable families to ‘dip in and out’ as required, with the supports acting as 

building-blocks as they moved through the emerging adulthood period. The role of parts of the 

system would be to formally signpost families to the range of supports available, 

acknowledging their different individual needs. 

Alongside support from services, families are seeking peer support from other families. 

Disabled Persons and Family Organisations (DPFOs) have emerged in the Australian context to 

support young people and families in realising their individual aspirations/visions for an 

ordinary life. Several family members had received significant support from a DPFO, including 

in building capacity for providing advocacy and informal support over the lifetime of their 

young people. Families can also benefit from specific training and support to build their 

capacity to support economic participation aspirations (Francis et al., 2013; Roy, n.d.). Several 

family members in this study reported lacking knowledge about the employment system, and 

so being unable to seek out work opportunities directly for their young people. Bianca’s career 
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development workshops demonstrated a willingness to help families engage in capacity 

building and a recognition that the service system alone could not be relied upon. Families 

have emerged as leaders in developing novel approaches to economic participation for young 

people with intellectual disability, particularly through DPFOs. The importance of peer support 

suggests governments and service providers must be willing to co-design solutions at the 

system level with young people and their families. 

Overall, families have emerged as the most important factor in attaining economic 

participation for young people with intellectual disability in Australia, and this quasi formal 

role requires greater attention and support across the ecosystem. 

9.5 The construction of the service system 

If the Australian Government’s goal to include people with disability in society is to be realised, 

then more needs to be done than becoming a signatory to the UNCRPD and implementing the 

NDIS. The UNCRPD and NDIS must become catalysts to transform the systems that deliver– or 

fail to deliver – the real supports that people with intellectual disability need for economic 

participation. So far, left to their own devices, the NDIS provider market and mainstream 

providers have not responded to the needs of this cohort. To bring about substantial change in 

their lives, government must use the levers it has available to intervene and shepherd the 

service delivery market toward reflecting the values of its broad policy settings and those of 

young people with intellectual disability and their families. 

In the context of transitioning from school to work, the data identified multiple 

systems that influence this cohort’s economic participation outcomes, including the 

government and non-government secondary education systems, the post-school education 

system (tertiary and vocational), government-funded Active Labour Market programs such as 

DES-ESS, the income support system such as DSP, the individualised funding system (NDIS), the 
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disability service system (including ADEs and day services), and industry and employers. In 

addition, there are emerging place-based actors introducing innovative approaches and 

programs, such as TTW and WIL, often using philanthropic funding. Despite new expectations 

and understandings about intellectual disability, particularly within families, the complexity of 

the systems described in this study increases the likelihood that families will give up on their 

economic participation goals over time – especially families with lower social capital and fewer 

system navigation skills. While it is not impossible, using NDIS funding to operate outside the 

disability service system currently requires families to have significant skillsets or supports in 

their own networks. The data show that many do not have these, and that even those with 

these skillsets and networks struggled. Reflecting this, NDIS data shows that by age 25, the 

proportion of people with intellectual disability in community-based employment or with work 

goals in their plan has reduced compared to those aged 18 (NDIA, 2020). 

Buntinx and Schalock (2010) describe the need for service system alignment: that is, 

for the service system to reflect the formal policy perspective of state parties, for 

organisational-level structures to deliver supports and for those supports to be directed 

toward facilitating the individual functioning of persons with intellectual disability. As a 

signatory to the UNCRPD, Australia has aligned its ambitions with human rights perspectives, 

with the NDIS being its key policy driver. However, this study identified a significant gap in 

organisational-level structures and an absence of evidence-informed supports and services, 

which restricted access to the interventions that create economic participation opportunities 

for young people with intellectual disability. There is therefore a need to purposefully align the 

drivers of policy as they relate to people with intellectual disability with the arrangement of a 

system of supports and interventions in order to deliver highly personalised supports to young 

people with intellectual disability and their families that support the achievement of their 

individual goals. Some major areas of change are discussed below. 
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9.5.1 Policy clarity 

Policy settings impact both the broad composition of the service system and the delivery of 

supports to individuals who utilise the services. This study’s data made visible widespread 

misalignment across and within policy and service systems. In particular, the broader systems 

young people with intellectual disability interact with are underpinned by a range of 

perspectives, policy settings and funding models which do not necessarily support their human 

rights-focused aspirations and that of the rights-based policy settings within disability policy 

more broadly. For example, despite the human rights underpinnings of Australia’s disability 

policy, economic participation policy is driven by neoliberal settings (embedded in labour 

market policy) which fail to serve young people with intellectual disability well (Australian 

Government Department of Social Services, 2020). 

The introduction of the NDIS has created a raft of policy and funding interface issues 

that impact on transition from school specifically because of the interface between school and 

post-school economic participation systems. This in-between space - where we find transition 

practice - is shaped by the state-funded TAFE sector, the Commonwealth-funded university 

sector, Commonwealth labour market programs including DES-ESS, and NDIS-funded service 

providers (e.g., SLES providers) used by many participants. Policy interface issues mean that 

these systems, including DES-ESS, could not be ‘topped up’ by specialised intellectual disability 

supports funded by the NDIS. For example, a support worker can easily be purchased to 

undertake an activity of daily living (using NDIS funding), but individualised funding cannot be 

used to top up the minimal supports available within the DES-ESS system by purchasing 

specialised intellectual disability supports. Essentially, the individualised funding of people 

with intellectual disability is of little use in existing government labour market programs. 

Overall, the available individualised funding cannot be used to mediate these systems and 

customise them to suit young people with intellectual disability.  
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Given the social inclusion underpinning of economic participation for this cohort, the 

policy decision to leave community-based economic participation supports, including training 

and employment supports, outside the human rights underpinned NDIS, while incorporating 

segregated economic participation (e.g. ADEs) and non-economic participation activities within 

it, has exacerbated existing barriers for young people with intellectual disability who seek 

economic participation. The confused policy and practice interface this has created also means 

that while social and economic participation are the desired outcomes of the NDIS, there are 

very few community-based economic participation supports within it. This has resulted in a 

two-tier system, whereby young people and families can stay within the NDIS system to access 

mainly segregated economic participation services or move outside of it and attempt to access 

employment support systems that are designed to exclude them. However, despite the NDIS’ 

ambition for mainstream services to become more accessible to people with disability, the 

neoliberal policy settings driving those systems and the small number of young people in this 

cohort have resulted in little attention being paid to their goals and aspirations. 

There is emerging evidence to suggest that individualised funding is not an appropriate 

lever to shift complex barriers in complex systems (Carey et al., 2017; Green, 2018). The 

marketisation of supports for people with intellectual disability, via the NDIS, has resulted in 

an atomised funding system in which the parts of the system are separate rather than joined 

up.  The individualised funding system makes it difficult for families to join up necessary 

supports at the individual level to build the support network their young people require. No 

single agency is supporting young people and their families to develop overarching economic 

participation plans that draw on supports across systems, either during or post-school. For 

example, families wanted more information and support about transition and economic 

participation options while their young people were at school. Currently this must either be 

provided by schools, or young people must use their individualised funding to source it from a 



286 
 

limited market. Support for families is also problematic within individualised funding systems 

in which the young person with intellectual disability is the focus of support. This conflicts with 

the literature, in which actively supporting families to build capacity to support the economic 

participation of young people leads to improved outcomes (Francis et al., 2013; Kramer et al., 

2020; Roy, n.d.).  

Current policy settings result in individualised funding for economic participation 

supports typically not being available until school completion, resulting in young people 

missing out on important early economic participation activities such as after-school jobs. The 

result is young people and family members experiencing frustration because the structured 

pathways – the ‘sealed highways’ in which the appropriate supports are joined up at the 

system level and readily available – are absent. There is also evidence of funding inequity, with 

some young people receiving funding for a specific support while others do not. In countries 

seeing improved economic participation outcomes, such as the US, individualised funding is 

not used. There is thus a need to consider whether individualised funding – while being a 

possibly important resource if it could be activated – is the right model for economic 

participation for this cohort. Individualised funding is not used in the economic participation 

ecosystem more broadly, therefore it creates further difference for young people with 

intellectual disability, reinforcing their separateness from the mainstream post-school 

pathways. 

There is also growing evidence that individualised funding disincentivises collaborative 

practice (Green, 2018), which is problematic because the literature is increasingly pointing 

toward the importance of interagency collaboration, defined as schools and post-school 

services working together (Haber et al., 2016; Kohler et al., 2016; Magee & Plotner, 2022). For 

young people with intellectual disability, this has demonstrated efficacy in improving post-
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school outcomes (Papay & Bambara, 2014). Individualised funding was reported by key 

informants as reducing interagency collaboration and increasing the siloing of service systems, 

especially in relation to economic participation. Vera’s example of being unable to arrange for 

her daughter to be provided with blended supports by two different organisations – a 

disability service provider and a TAFE – illustrates the issue. Collaborative practice must be 

incentivised at the policy level by connecting atomised systems using models that draw system 

actors together to build pathways to economic participation, such as by ‘blending and 

braiding’ funding streams into a structured pathway. Examples from the data include post-

school education providers, employment services and employers collaborating to create an in-

situ learning opportunity that led to employment for 80% of participants in one program, and 

100% in another. 

The experience of the young people and family members was that individualised 

funding did not provide the choice and control it promised, particularly in relation to economic 

participation. In particular, the market-based approach of the NDIS has not resulted in highly 

specialised supports such as customised employment being available in the market nor the 

delivery of other evidence-based practice. Uniquely in the Australian context, the NDIA has the 

responsibility to intervene where there are market gaps or thin markets by ‘stewarding’: 

making ‘efforts to address market deficiencies, such as thin markets, market gaps or other 

market failures’ (Carey et al., 2018; p. 1). The NDIA has policy levers available with which it can 

address the absence of suitable supports in the market, particularly as they relate to scheme 

participants. For example, the introduction of SLES by the NDIS, and particularly its 

‘programmatic’ structure, made it appealing to families as a post-school choice, and they 

chose SLES ‘programs’ over traditional day centres or ADEs. This demonstrates that policy 

decisions can have an immediate effect on the market and, thereby, on the opportunities 

available to young people with intellectual disability. 
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As an independent statutory agency, the NDIA is supported by legislation and an 

outcomes framework to drive change for people with disability – both those within the NDIS 

and more broadly. The significant number of people with intellectual disability in the NDIS 

means that the NDIA has the authority and ‘impetus’ to drive changes in expectations and in 

the composition of the NDIS market/service system that young people with intellectual 

disability primarily utilise. In particular, the NDIA has policy levers such as planning directives 

and funding mechanisms that mean it can lead the high-level policy work required to reduce 

the policy interface issues that are widely known to cause barriers for young people. For 

example, policy settings related to utilising NDIS funding within school settings, including for 

work experience supports, have the potential to impact on the availability of appropriate work 

experience for this cohort. 

While governments have a range of policy and intervention levers available to them, 

multi-level and multi-factor interventions are needed to effect change (Idle et al., 2021). The 

experience of the US lifts the viewpoint to overarching economic participation policy, above 

the mechanism of individualised funding. Employment First policy has been shown to support 

collaboration, influence practice and achieve outcomes. Employment First policy settings bring 

a focus on capacity building, provider transformation, school-to-work transition, employer 

engagement, and policy/funding alignment (Giordono, 2020). Employment First policy is both 

a suitable framework to drive the system-wide change required in the Australian context and a 

suitable lens through which to align policy, structure and practice. Part of a shift to 

Employment First policy settings is a reconceptualisation of ‘supported employment’ in the 

Australian context, one which aligns it with the terminology in the literature (Wehman, Taylor, 

Brooke, Avellone, Whittenburg, Ham, Brooke, et al., 2018). Rather than binary notions of open 

or sheltered employment (confusingly called ‘supported employment’ in Australia), supported 

employment – as is internationally evidenced – recognises the need for ongoing supports to 
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enable people with intellectual disability to work in community-based settings. Conceptually, 

supported employment is derived from human rights standpoints as they relate to people with 

intellectual disability. According to Wehman (2012), it is a movement that directly challenges 

the system, in terms of entitlement to both be included in the community and have access to 

appropriate supports. Supported employment is underpinned by strengths-based approaches, 

and acknowledges the embodiment of intellectual disability and the need for personalised, 

structured and ongoing (rather than one-off) supports and adaptations. In addition, it 

fundamentally shifts the engagement of employers to a human rights lens, which aligns with 

inclusive workplace approaches (Mor-Barak, 2014) in which employers engage in strategies to 

improve employment for disadvantaged groups aligned with corporate social responsibility. In 

this context, Employment First policy focuses all economic participation activities across the 

plethora of systems delivering it. 

Finally, the shift to de-differentiated economic participation policy settings has 

resulted in poor economic participation outcomes for this cohort. The evolution of DES, as 

described by key informants, is indicative of the powerful influence of policy settings on both 

the composition of the service system and the direct supports service users have access to. 

The drift from early human rights settings to today’s neoliberal model, has resulted in people 

with intellectual disability being almost entirely shut out of DES, making up just 3% of the 

caseload (Australian Government Department of Social Services, 2022). This thesis argues that 

a shift to differentiated economic participation policy settings could rapidly result in suitable 

employment services becoming available for people with intellectual disability, by ensuring 

access to appropriate resources. 
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9.5.2 Service systems and transition structures 

At the implementation level, services that potentially support economic participation for 

young people with intellectual disability sit within multiple systems. Because of this plethora of 

service systems, there is no clear marketplace of economic participation providers delivering 

the desired forms of economic participation support for this cohort and their families. 

Despite high-level policy changes, including the introduction of the NDIS, there has 

been a failure to ensure that operational-level policy settings reflect those changes. 

Organisational-level policy settings are those that connect broad-level policy to practice. It is 

these policy settings, for example within DES-ESS and the NDIS, that profoundly influence both 

the construction of the service system and the way supports are delivered to individuals. The 

data demonstrates that the organisational structures, such as ADEs and day centres, have 

barely shifted their practice since the introduction of the NDIS, leading to what could be 

described as market failure (Malbon et al., 2017). The choice-of-provider model within the 

NDIS results in meaningful choice and control for participants actually being dependent on 

local ‘market structure’: that is, the availability of multiple, competing providers (Carey et al., 

2017). However, in reality there is no existing 'market' of service providers to deliver evidence-

informed economic participation supports to young people with intellectual disability post-

school, regardless of whether they have economic participation goals and funding. In other 

words, there is a market gap. Within the quasi-market system, these market gaps result in 

young people and families not having choice and control, and therefore choosing supports that 

align most closely with their goals regardless of whether they produce real outcomes. 

Disability system 

The data made visible the continued existence of a primary ‘disability service system’ within 

which young people and family members operate, and that at the completion of school, the 
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primary task of the education system is to direct young people and families into that system 

utilising operational transition practices (Kaehne, 2013). Families not seeking community-

based economic participation stay comfortably within this system, with their young people 

transitioning from school to day services and ADEs. However, where economic participation is 

a goal, the supports required to achieve it are scattered across several systems, including 

disability, education, NDIS, post-school training, and employment and labour market 

programs. In these settings, the human rights underpinnings of economic participation are not 

recognised and there is a lack of knowledge and skills to support young people’s economic 

participation aspirations.  

Despite being in a period of post-institutionalisation, and the ongoing debate about 

the future of segregated settings in Australia, the post-school experiences of young people and 

family members were the continuation of a largely segregated system, particularly for 

economic participation. The data supports Kramer et al.’s (2020) findings that disability 

systems, including those established specifically to support people with intellectual disability, 

remain wedded to institutionalised thinking, with low expectations about what people with 

intellectual disability can achieve (Altermark, 2018; Griffin et al., 2012). Young people and 

family members acknowledge difference and the need for specialised responses, but reject 

segregation, especially in the context of economic participation. In their minds, this is a 

rejection of the institutional era system which contemporary human rights focused policy has 

replaced. Disability services are regarded as a pathway to exclusion rather than inclusion, and 

so they lack value for the young people, particularly when the goal is to create an ordinary life. 

Given the inability of alternative systems, including Commonwealth labour market programs 

such as DES-ESS, to provide the necessary supports, the responsibility for delivering post-

school supports falls primarily to the disability service system. The fact that young people and 

family members did not reject disability organisations in their entirety, however, indicates that 
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the structure they offer is valuable to them, particularly immediately post-school. However, 

the continuing emphasis on institutionalised service models clearly does not meet their need 

in the contemporary context, meaning that families must continually push back against a 

deficit-focused system and the individual organisations operating within it. 

Reconceptualised understandings of intellectual disability and economic participation 

provide opportunities for the construction of the disability service system to shift and realise 

the state’s human rights perspective. States in the US that actively ‘desegregated’ by shifting 

the delivery of supports away from segregated settings saw improved community-based 

economic participation outcomes (Winsor et al., 2019). In the Australian context, there is a 

need for disability service systems to actively de-institutionalise to meet the needs of young 

people and family members, and to act as change agents in further reconceptualising 

intellectual disability in the broader community. As Barnes (2003) described, a deliberate shift 

away from deficit models and segregation to supported, integrated, community-based models 

is a powerful lever for reconceptualising intellectual disability across the broader community. 

In addition, there is a need to shift organisational cultures toward strengths-based 

approaches, person/environment fit and supported models of community inclusion, all within 

the developmentally focused context of emerging adulthood. Adaptation of community-based 

environments, including provision of supports for adapting environments, must therefore 

become the focus of service delivery. 

Transition structure 

A key area requiring improved operational structure is transition from school. According to 

Trainor et al. (2019), ‘contemporary transition policies and practices are grounded in the belief 

that students with disabilities are far more likely to achieve their aspirations for life after high 

school if provided the right combination of opportunities, instruction, services, and supports’ 
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(p. 5). Kohler et al. (2016) identifies key elements of transition practice – family involvement, 

student-focused planning, interagency collaboration, student development and program 

structure – within the structure of a taxonomy. ‘Best practices’ that support post-school 

outcomes like employment, further education and independent living, include a combination 

of: high expectations, early exposure to work experience, family involvement in transition 

planning, preparation for independent living through life skills or community-based 

instruction, and youth self-determination (Papay & Bambara, 2014). 

The data indicates that educational settings are the primary providers of early 

economic participation activities and transition supports in Australia. Changing transition 

practice must therefore occur and be supported in education settings by aligning their practice 

to best practice within the literature. The family members in this study described operational 

transition practice (Kaehne, 2013) as being focused on transfer from school to the disability 

service system. The extent to which the evidence-informed best practices described previously 

are available to young people and families is therefore dependent on the cultures of individual 

schools rather than on structured transition support being available across the education 

system. Although some young people and families did have access to particular elements of 

transition support, these supports were not delivered within the ’taxonomy’ approach 

(Beamish et al., 2012): in other words, while some elements were available, they were not 

delivered within a structured ‘transition program’ starting at age 15. The lack of a transition 

model left many young people with intellectual disability with little in the way of transition-

focused education. Family members filled gaps, for example by setting up work experience. 

Schools that did align their practice with elements of best practice, such as Kate’s school and 

TTW schools, had high numbers of students transition from school to economic participation 

activities instead of disability services. 
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Despite its lack of structure, the process of transfer from school was described as 

appropriate by families at the time. SLES, perceived as a disability program by young people 

and families, was the preferred post-school option for many because it is community-based 

and economic participation-focused, and delivered by organisations that have shifted the 

focus of their supports in line with human rights principles. However, for the families that 

transitioned to SLES, a second, invisible transition, as described by Hudson (2006), later 

occurred. This was neither formally acknowledged nor well supported, and it was at this point 

that family members began to doubt whether economic participation could be a reality for 

their young people.  

The data indicates that funded collaborative, structured partnerships, such as TTW and 

the WIL programs Rohan and Kylie were involved with, were successful in supporting young 

people’s economic participation goals, thereby avoiding the invisible transition point. Such 

collaborative models not only achieved outcomes for this cohort but also facilitated bringing 

‘on board’ a range of actors, such as training organisations and businesses, which is known to 

be critical to opening up opportunities for young people (ARTD Consultants, 2016; Shogren et 

al., 2017). Several examples show that collaborative structures bring a broader range of 

resources to young people, and that cooperation between various system actors leads to 

improved service delivery due to the increased breadth of opportunities and skills they make 

available, which aligns with the results Project SEARCH-type models achieve (Butterworth et 

al., 2017; Christensen & Richardson, 2017; Kaehne, 2016; Persch et al., 2015). These 

collaborative structures create ‘sealed highways’ to economic participation in a similar vein to 

those normatively in place for young people, which is critical to changing the trajectory of 

young people with intellectual disability away from segregated disability services. Dual 

enrolment school/college programs, for example, provide a pathway to a normative post-

school spaces focused on training, skills development and employment (Grigal & Hart, 2010; 
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Grigal et al., 2012; Moore & Schelling, 2015). Collaborative structures can also work alongside 

individualised funding if they are structured so that individuals maintain choice and control, 

and can utilise their individualised funding to purchase appropriate supports. Rohan’s WIL 

program demonstrated the efficacy of this approach; however, its reliance on philanthropy 

meant that its reach was limited. 

By enabling ‘buy in’ to a structured program that supports risk management, 

collaborative structures also enable employers to be engaged in creating solutions (Shogren et 

al., 2017). According to key informant Sharyn, ‘you can’t use individualised funding to buy a 

job’. The data highlighted employers’ willingness to engage in economic participation 

initiatives for disadvantaged people where there was a program of support. Employment 

initiatives for people with intellectual disability must therefore offer the structured approaches 

that incentivise employers to engage. Employer engagement is particularly critical because 

employers bring innovative solutions to creating opportunities for young people with 

intellectual disability in the community. The absence of structured demand-side programs or 

supports in the Australian context must be addressed, through funding of both structured 

models such as TTW and WIL and employer capacity building models such as the Diversity Field 

Officer approach that was successful in engaging small-to medium-sized employers (Murfitt et 

al., 2018; Murfitt et al., 2016). 

Technical Assistance has been widely used in the US to embed evidence-based 

practice, including the ‘Think College’ approach, which has resulted in changed attitudes about 

college for young people with intellectual disability, the development of an evidence base, and 

strategies and resources to support colleges to implement best practice approaches so that 

young people with intellectual disability can be included in college settings. A Technical 

Assistance approach within the Australian context could support capacity building across 
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systems by gathering evidence about what works, providing training and coaching to support 

system change and measuring progress. Technical Assistance therefore has a key function in 

brokering inclusion opportunities for young people with intellectual disability within 

community-based settings. 

The introduction of new models and structures across the service systems also needs 

to be based on shared expertise. The data has made visible the specialist skills disability 

providers hold, particularly in relation to understanding intellectual disability. However, there 

is a need to extend the concept of collaboration to include the resources and knowledge of the 

young people and their family members, along with those of differentiated intellectual 

disability specialists and economic participation specialists. This will create highly personalised 

economic participation supports within collaborative service systems. 

9.5.3 Supports that facilitate the economic participation of young people with intellectual 
disability 

The role of supports in mediating the impacts of intellectual disability, improving the fit 

between a person’s strengths and the demands of their context, and enhancing community 

inclusion is increasingly being recognised (Bigby, 2020b; Buntinx & Schalock, 2010; Wehmeyer, 

2020). Via the NDIS, Australians with intellectual disability have access to funding for supports 

related to their goals and, in a general sense, they commonly require similar types of 

supports – for example, support with decision-making, organising information and learning 

new things. Shifting away from providing such supports in segregated settings requires skilling-

up professionals and service deliverers. There is a need to transform how supports are 

provided to young people with intellectual disability so that they align with biopsychosocial 

models, human rights principles and the state’s broad policy settings. In this context, economic 

participation supports will be focused on using adaptation and support to create environments 
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within the community in which young people with intellectual disability can exercise their right 

to engage in economic participation alongside their peers. 

Delivered within ecological context 

Applying an ecological lens recognises that ‘supports’ must be viewed from a much broader 

perspective – that of the person and the environment – with a dual focus on addressing 

barriers within social structures (including workplaces and training settings) and directly 

supporting young people’s skill development. Rather than focusing on individualised services, 

this requires a stronger focus on capacity building to support communities in becoming 

inclusive and facilitate the individual functioning of young people with intellectual disability. 

The data demonstrates that currently, the provision of supports is heavily weighted towards 

individuals, with little emphasis placed on supporting the environments young people want to 

be included in. There is thus an overreliance on the delivery of supports within segregated 

settings. One strategy for addressing this is to enable NDIS funding to be more easily utilised to 

purchase supports that add on to external systems such as TAFE colleges – for example, the 

brokers family members described a need for, who could act as conduits between young 

people and workplaces. 

Employers are under no obligation to include people with intellectual disability in 

workplaces, and the absence of structured support to do so is a barrier to this cohort’s 

inclusion in the labour market (D. Moore et al., 2018; Murfitt et al., 2018). There is a need to 

purposefully support employers in engaging and building inclusive opportunities, for example 

by ensuring that the young person is productive and safe through the provision of an on-site 

support worker (K. Moore et al., 2018). Supporting employers within structured economic 

participation models such as customised employment, TTW and Project SEARCH-based WIL 

models has been shown to open up economic participation opportunities for people with 
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intellectual disability, because these are in fact employer-engagement approaches. Making 

them more widely and systemically available therefore has the potential to expand 

opportunities for people with intellectual disability. 

Family-centred practice 

Despite the newly conceptualised role of families and the clear leadership role they hold in 

shifting the conceptualisation of people with intellectual disability, formal services have failed 

to shift their support models to work collaboratively with families, leverage their skills, or 

support them as their young people transition from school. The data showed that families felt 

the lack of collaboration with services and education providers to be a major barrier to 

realising their young people’s economic participation goals. Of particular concern was poor 

planning and communication, and service providers failing to deliver the supports or 

opportunities family members expected. Given the important role families play in transition, 

supports must actively collaborative with them and their young people to broker economic 

participation arrangements. Framing the delivery of supports around a ‘family-led’ model 

would help to skill up families and build their capacity to be ‘career allies’ over the long-term. 

In addition, supports for young people and families must be provided with the context 

of realising their individual aspirations and visions for the young people’s adult lives. Young 

people and their families must have access to supports which work in a highly personalised 

way to build on the young people’s strengths and preferences as they progress toward 

community-based economic participation. Despite Australia’s individualised funding model, 

the highly person-centred approaches that support community-based economic participation 

for this cohort were not apparent, and supports were instead provided within segregated 

settings or in groups. 
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Rather than individualisation, then, there is a need to shift to the personalisation of 

supports, where the focus is on leveraging and building on young people’s individual strengths 

within structured support systems that empower them and their family members to achieve 

their individual ‘ordinary life’ goals (Bigby, 2020b). The uptake of SLES demonstrates how a 

programmatic structure can meet the needs of young people and family members 

immediately post-school. The challenge in utilising SLES more effectively is empowering young 

people and their families through the provision of information and support for planning highly 

personalised strategies that incorporate the longer ‘emerging adulthood’ period. Incorporating 

a Discovery process within SLES is one example of how evidence-informed practice can ‘set up’ 

supports within the context of transition to adulthood. 

Differentiated supports 

The shift to de-differentiated policy settings and the subsequent ‘dismantling of special 

arrangements for vulnerable groups, dissolution of categories and growing individualism’ 

(Sandvin & Soder, 1996, p. 117) has reduced the availability of economic participation supports 

for young people with intellectual disability – most significantly, access to employment 

supports through the DES-ESS system. Differentiated models deliver highly specialised 

supports to people with intellectual disability that account for the embeddedness of 

intellectual disability and the need to adapt environments for this cohort (Bigby, 2020b; 

Buntinx & Schalock, 2010). Importantly, differentiation recognises the dynamic nature of 

environments, and thus how people with intellectual disability need to be supported to engage 

in community settings via ongoing and tailored supports. The use of differentiated supports, 

including customised employment and WIL, would enable young people with intellectual 

disability to achieve community-based economic participation outcomes. The data 

demonstrates how adapting the environment to support the specific needs of an individual 

with intellectual disability, while also providing supports within the workplace can result in 
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successful work placements that meet the needs of both employers and young people. 

Differentiated in-situ learning opportunities also support skill development, expectations and 

choice-making (Persch et al., 2015). WIL programs such as Project SEARCH provide highly 

specialised, tailored support and environmental adaptation for both young people and 

workplaces, and thus enhance learning. The use of specialised techniques such as repetition, 

task analysis and shadowing have been proven effective in supporting young people with 

intellectual disability to learn work-related skills (Gilson et al., 2017). Two differentiated in-situ 

economic participation support models in which young people were taught work skills and soft 

skills via in-situ work experience opportunities were described in the data, and Rohan detailed 

how his involvement in a WIL program supported choice-making in relation to which jobs he 

preferred and which companies provided a good fit for him. Both models produced excellent 

outcomes, in line with those achieved by Project SEARCH (Kaehne, 2016; Persch et al., 2015; 

Project SEARCH, n.d.). 

Best practice supports 

Despite a substantial, and growing, evidence base of practices that result in community-based 

economic participation for young people with intellectual disability (Dean et al., 2018; Moore 

& Schelling, 2015; Papay & Bambara, 2014; Persch et al., 2015; Shogren et al., 2017; Wehman 

et al., 2018), the data made visible the fact that in Australia, supports were not being delivered 

in the context of evidence-informed ‘best practice’. In particular, the young people 

participating in the study had not been supported to undertake early work experience, despite 

strong evidence that this is an important predictor of economic participation and an 

‘indispensable transition tool’ (Luecking et al., 2020, p. 1). While the young people in the study 

did have access to school-based work experience, this was poorly ‘integrated’ into broader 

transition planning, and in some cases was used as a ‘stepping stone’ into the segregated 

disability system. Work experience was not utilised as a strategy for building self-
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determination, undertaking assessment, or building expectations among young people and 

family members about community-based economic participation (Luecking et al., 2020). Post-

school, the young people’s unpaid work experience did not take place within an evidence-

informed framework, and young people were not provided with supports to move from 

unpaid to paid employment, creating a risk that they would remain unpaid over the long-term. 

Work experience within both school and post-school settings therefore requires reframing as 

an economic participation development opportunity. This would enable young people with 

intellectual disability to develop an understanding of work, develop work skills and make 

choices and decisions, and act as a mechanism for developing an understanding of the young 

person’s strengths, interests and support needs within a biopsychosocial context (Luecking et 

al., 2020). 

Positive interactions are a key mechanism for breaking down stereotypes and changing 

attitudes about people with intellectual disability (Brown & Moncrieff, 2018; McManus et al., 

2010). Well supported work experience is thus a tool for engaging employers and enabling 

them to see firsthand how a person with intellectual disability can be supported within their 

workplace (D. Moore et al., 2018). In addition, work experience, particularly when it is 

structured within a WIL program, is an important step toward long-term paid work (Moore & 

Schelling, 2015).  

Post-school, the data made visible a lack of evidence-informed supports such as 

customised employment, WIL, integrated post-school education and place-based collaborative 

approaches. Despite the strong evidence that ‘supported employment’ models, (i.e. 

customised employment), lead to the economic participation outcomes the young people and 

families in this study aspired to, this practice is largely absent from the Australian 

environment. Customised employment, although not labelled as such by some family 
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members, was considered by key informants to be critical to driving change in economic 

participation for young people with intellectual disability. The use of the word ‘broker’ by 

family members indicates their recognition of a need for a conduit between young people and 

employers – a role that is a key component of a customised employment strategy. Customised 

employment could become more widely available if the right organisational structures were in 

place to support its delivery, and the policy settings related to employment supports were 

aligned. 

Delivery of such highly specialised supports requires trained and skilled staff whose 

work is underpinned by social inclusion theories. However, within a quasi-market environment 

such as the NDIS, service providers are less incentivised to provide training to or upskill staff 

(Ryan & Stanford, 2018). Therefore, a workforce development strategy must be developed and 

implemented in order to increase young people with intellectual disability’s access to 

evidence-informed supports such as customised employment. Evidence-informed employment 

support for young people with mental health issues, in the form of Individualised Placement 

and Support, has been supported in Australia by a nationally funded rollout of training for staff 

in mental health support services (DSS, 2019). A similar approach should be considered to 

support the development of an appropriate workforce to support the economic participation 

of young people with intellectual disability. 

Timeframe 

Economic participation-related supports need to be delivered within a developmental context 

for young people with intellectual disability (Redgrove et al., 2016). The emerging adulthood 

period, as described by Arnett (2004), offers a normative framework within which young 

people with intellectual disability have an extended period of time to prepare for the longer 

adulthood period. Naming the period ‘emerging adulthood’ enables improved long-term 
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planning and increased access to the normative activities of the emerging adulthood period, in 

contrast to the hurried transition processes the young people and families in this study 

experienced. Rather than an intense period of activity immediately post-school, which for 

some families acted to reinforce views about the lack of suitability of young people with 

intellectual disability for community-based economic participation, a stepped approach over a 

7- to 10-year period would align with the young people’s and their families’ developmental 

perspective, and their need for a period of adjustment post-school. In addition, the longer-

term perspective has the potential to reduce ‘dropout’ into segregated disability systems, by 

providing a structured approach to the delivery of economic participation in which young 

people and their families could build capacity and readiness over time. 

In order for the emerging adulthood period to become available to young people with 

intellectual disability, the role of schools needs to shift so that they become in essence a ‘pre-

emerging adulthood’ space and a period of developing readiness for post-school life in the way 

that it is normatively framed. Aligned with Kohler’s (2016) Taxonomy for Transition Planning, 

the role of the school centres on family and student-centred planning, and student 

development, keeping post-school pathways open and providing key information about young 

people’s strengths, interests and support needs. In addition, the use of multi-agency planning 

structures creates bridges to post-school supports – the ‘stepping stones’ the families are 

seeking – resulting in bridges to post-school life rather than the ‘cliff’ described in the 

literature (Pallisera et al., 2016). 

9.6 Conclusion 

There is currently a groundswell of interest in improving economic participation for young 

people with intellectual disability in Australia (DSS, 2021a; NDIA, 2019a). However, the data 

clearly demonstrates that little will change without a reconceptualisation of both intellectual 
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disability and economic participation in the context of intellectual disability, as well as 

improved access to evidence-based best practice supports. 

The use of a policy framework to drive system change, such as Employment First, 

would support the necessary shifts in conceptualisation and enable systems to align their 

practice to its human rights-informed underpinnings. Employment First can also address a key 

challenge, which is to embed evidence-informed practice widely. The increased inclusion of 

young people with intellectual disability in workplaces is necessary to drive the ongoing 

reconceptualisation of people with intellectual disability and increase awareness of their right 

and capacity to be included in the communities in which they live. Critically, service systems 

need to align with policy and put in place structures that can drive and support best practice. 

According to Stoneman (2009), three issues warrant attention in relation to changing support 

systems: adoption (translation of research into practice); sustainability (ensuring that 

interventions are not discontinued); and implementation drift (a gradual deterioration of good 

practice over time). Employment First policy settings must therefore ensure that progress 

towards achieving the state’s objectives of economic and social inclusion of people with 

intellectual disability is measured and monitored, and that the delivery of supports leads to 

the kind of economic participation young people with intellectual disability and their families 

are seeking. 
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Chapter 10: Conclusion 

10.1 Introduction 

This chapter returns to the problem identified at the outset of this thesis: the lack of inclusion 

in economic participation of young people with intellectual disability. The thesis explored the 

experience of young people and their family members as they transition from school to adult 

life, focusing on their expectations for economic participation and the barriers they face in 

realising their goals. The views of key informants supported the mapping of barriers to 

economic participation, and the identification of strategies to address them using an ecological 

framework. 

A major aim in writing this thesis was to hear from young people with intellectual 

disability and their family members regarding their expectations and aspirations for adult life, 

and to make visible both the factors that impede the realisation of their goals, and those that 

support them. In particular, the thesis aimed to highlight the discourse and attitudes about 

economic participation of young people with intellectual disability across the various systems 

that together comprise the economic participation ecosystem, and how they create barriers, 

particularly in those parts of the system that offer normative economic participation supports 

and opportunities. 

10.2 Key findings 

This thesis has made visible the new expectations young people with intellectual disability and 

their families hold about carving out an ordinary life in the community – expectations that 

include working in an ordinary job. However, it has also demonstrated the increasingly 

challenging pathway to economic participation this cohort faces, shaped by complex funding 

and service systems that take sophisticated in-depth knowledge, advocacy skills, and often 

luck to navigate. The barriers young people and their families face are the result of entrenched 
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societal norms that dictate the economic participation roles people with intellectual disability 

can assume in their adult lives. The data made it apparent that despite significant shifts in 

perspectives about disability overall, societal norms about people with intellectual disability 

have barely shifted in the period since de-institutionalisation, and those norms operate at 

systemic levels, leaving young people who aspire to community-based economic participation 

and their families facing significant, often insurmountable barriers, to achieving their goals. 

10.2.1 Designing an included life 

The data highlights the need for a widespread and fundamental paradigm shift in the 

conceptualisation of young people with intellectual disability, their economic participation and 

the systems that support them. Citizenship in neoliberal Western democracies is dependent on 

the individual making a productive contribution to society. Given the benefits good quality 

work can provide in terms of social inclusion and valued roles, economic participation for 

already marginalised groups such as young people with intellectual disability should therefore 

be framed within a human rights paradigm rather than an economic one. A key finding of the 

study is the importance of meaningful and ordinary life roles to people with intellectual 

disability. The cohort of young people with moderate intellectual disability aged 15-24 is small, 

and its members have highly specialised support needs in relation to economic participation – 

needs which are easily overlooked given that within broader society they are considered non-

workers. Government should therefore prioritise early investment in creating expectations of 

economic participation for this cohort, framed within the broad range of ways in which it can 

occur and the provision of resources to support the deliberate design and maintenance of an 

included life across the lifespan. 

The findings of this thesis demonstrate the conceptualisation of economic 

participation for this cohort as a means to social inclusion. It could therefore be termed 



307 
 

‘economic inclusion’. Chapter 6 provides a rich picture of the ordinary life aspirations held by 

young people and their family members, providing an insight into the importance of economic 

inclusion to citizenship and feelings of being valued. The notion of an ‘ordinary life’ anchors 

economic inclusion, and paid community-based employment is considered to underpin an 

ordinary life. As James put it, ‘What else would you do?’ Drawing from Clifford Simplican et 

al.’s (2014) theory of social inclusion enables economic inclusion to be considered a critical 

component of an included life. For young people and families, it is a vehicle for a young 

person’s acceptance as an individual beyond their disability; it enables them to develop 

significant and reciprocal relationships; and it results in them engaging in normative activities 

in the community (Clifford Simplican et al., 2014). Like social inclusion, however, it requires the 

provision of both informal and formal supports, and it requires those supports to be oriented 

toward person-environment fit. 

The barriers that exist in society broadly and in economic participation spaces such as 

colleges and workplaces must be deliberately addressed to enable the economic inclusion of 

people with intellectual disability. Rather than creating separate spaces, the provision of 

supports must shift towards the goal of creating inclusive environments, shifting attention 

away from the perceived deficits of intellectual disability to create strengths-based 

environments in which young people with intellectual disability can thrive. 

Chapter 7 identified a lack of clarity about the purpose of economic participation for 

this cohort. While they and their families were seeking economic inclusion, the systems 

themselves viewed them within a welfare paradigm, narrowly focused on assessing their 

suitability for work as it is normatively constructed. As a result, the discourse surrounding 

community-based work for young people with intellectual disability fails to pay explicit 

attention to the non-monetary value work provides. This has resulted in conflicting views 
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across the ecosystem about this cohort’s suitability for community-based work – and a system 

that has failed to respond to the aspirations of young people and families or provide the 

information, opportunities and supports they require. In essence, there is an identity battle, in 

which both young people themselves and their family members, who were strengths-based 

and focused on economic inclusion, were required to navigate systems that viewed the 

economic participation potential of young people with intellectual disability negatively. 

The thesis highlights both the breadth of mechanisms available for building economic 

inclusion for young people with intellectual disability, and the need for highly personalised 

pathways for each young person and family. Young people and their families are not 

necessarily ‘binary’ about integrated and segregated services and supports, and each frame 

their expectations differently. Integrated and segregated options can therefore be combined 

in a ‘hybrid approach’ which recognises that disability supports have value and that young 

people require a range of relationships, including with others who have an intellectual 

disability. However, the strong preference for economic participation activities in community-

based settings was apparent among young people and families. 

This notion of economic inclusion, and the need for significant effort to sustain an 

included life, can be best framed as ‘life designing’ (Wehman, et al., 2018): that is, designing a 

good life in the community and taking action to make it happen. The role of formal systems 

must therefore be to support the development of a vision and its realisation based on the 

individual needs and circumstances of a young person and their family. This recognises the 

family’s critical role in sustaining economic participation across the lifespan. Through this new 

lens, the trajectories of young people with intellectual disability are framed as a sustained and 

supported journey from preparation through to participation. The concept of emerging 

adulthood enables planning for economic inclusion which explicitly recognises the importance 
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of this period. replacing short-term placement with longer-term, developmentally focused 

planning creates sustainable economic inclusion across the lifespan. Sustaining economic 

inclusion across the lifespan requires the creation of a support system (Lindstrom, 2014; 

Taubner, 2021), and efforts to create that support system begin in adolescence. This includes 

ongoing training and supervision, an inclusive workplace with flexible employers and 

supportive co-workers (Lindstrom, 2014), and natural supports, including the family as a 

critical element. Schools have a key role to play in providing the early support system and 

building normative expectations (Wehman et al., 2018), enabling the full period of emerging 

adulthood to be available to young people and families. Understanding economic inclusion as 

part of the unfolding and changing life course significantly impacts the way services should be 

made available to young people and families, putting the focus on providing flexible life-course 

supports that align with their conceptualisations of economic participation. However, these 

are not currently available within the system. 

10.2.2 Market mess, employment barriers and changing expectations 

A major aim of this thesis was to take an ecological approach to make visible the complex and 

intersecting barriers that prevent the economic participation aspirations of young people and 

their family members from being realised. The thesis has described a complex range of factors 

that result in the exclusion of young people with intellectual disability from normative 

pathways to economic participation as experienced by their peers. Strategies to address low 

economic participation must therefore be multi-level, both recognising the 

interconnectedness and embeddedness of barriers and addressing them across the system. 

This thesis highlights the ‘market mess’ that exists, including the significant barriers it 

creates at the community and organisational levels of the ecosystem for young people and 

family members seeking economic inclusion post-school. This market mess has been 
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exacerbated by the way the human rights-driven individualised funding scheme has been 

overlaid across a neoliberal styled economic participation system in Australia. Family members 

attempting to navigate both the multiple systems that normatively support young people’s 

economic participation and additional, specialised disability systems felt that, overall, systems 

were fundamentally unfit for purpose for this particular cohort. Key informants working within 

the various systems agreed that pushing young people and family members into multiple 

complex systems, each with its own set of complex policy settings and rules, is unfair and 

unsustainable, and ultimately leads to drop-out back into the segregated settings they wanted 

to avoid. 

The incremental development of policy without an ecological lens has resulted in a 

myriad of interface issues that reduce service access, particularly for this cohort. The thesis has 

laid bare the problem of incompatible systems and identified how ineffective individualised 

funding is within them. The most evident incompatibility is in the interface between the NDIS 

and the Commonwealth employment services system, within which DES-ESS sits. The policy 

decision to send people with intellectual disability who have economic participation goals into 

the complex, Active Labour Market-underpinned DES-ESS system is fundamentally flawed, 

especially when ADEs and day centres have remained within the NDIS. While the NDIS and 

DES-ESS have broadly aligned goals to increase the economic participation of people with 

disability, the mechanisms that drive their operations, including their funding systems, are 

poorly aligned. DES-ESS funding mechanisms disincentivise providers from supporting people 

with intellectual disability due to the intensity of the supports that are often required.  

The data demonstrates that for people with intellectual disability, market failure has 

resulted in contemporary evidence-based supports such as customised employment being 

largely unavailable to them, in the NDIS marketplace or in any other system. The lack of 
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innovation apparent in the marketplace adds to concern about the impact of highly 

individualised funding and subsequent marketisation on innovation and risk-taking within the 

provider market. Perhaps due to the immaturity of the NDIS and its early focus on transitioning 

people with disability into the scheme, the primary disability service system has barely shifted 

in terms of the services and supports available. Within traditional day centre and ADE settings, 

for example, young people and families reported that there has been little innovation. 

Employment First approaches to system change offer insight into the ingredients 

required to drive that change (Giordono, 2020; Molfenter et al., 2017) and to deliver services 

and supports based on the latest available evidence of what works. The implementation of 

Employment First in Australia can be facilitated both by drawing on existing good practice, 

such as TTW, and the international literature, and by undertaking research and development, 

to produce appropriate models. Bringing about change will require replacing existing 

employment services policy as it relates to young people with intellectual disability with 

human rights policy settings that recognise the significant and sustained effort required to 

build economic inclusion for them, and the deliberate creation of a highly specialised, 

differentiated, evidence-informed employment support program. Locating this within the NDIS 

system in direct competition with day centres and ADEs will result in ease of access for NDIS 

participants and increase the options available to young people and families with economic 

participation goals. 

The rejection of segregated spaces by young people and family members highlights a 

critical need for organisational structures to align with new conceptualisations of economic 

participation. Overreliance on segregated structures is an issue of particular concern to young 

people and families who are seeking community-based opportunities. Deinstitutionalising 
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systems to close off default pathways to segregated settings for young people finishing 

school must become a priority. 

Key informants reported that the shift to individualised funding has reduced 

collaboration. In many cases, the resources needed to create pathways to economic inclusion 

were unavailable, or the pathways were blocked by systemic barriers. To drive system change, 

a range of flexible funding solutions must be made available, with a stronger focus on 

personalisation rather than individualisation. Incentivising young people, families, support 

providers, training providers and employers to work together to build economic inclusion can 

increase choice and control by bringing additional opportunities into the market. In addition, 

collaborative structures such as TTW have demonstrated capacity to address the significant 

attitudinal barriers young people with intellectual disability face, particularly within the wider 

community. 

The thesis therefore draws attention to the difference between highly individualised 

and highly personalised supports. Young people and their families were focused on 

personalisation: rather than carving out entirely new paths, they sought accessible pathways – 

‘sealed highways’ which they could personalise, drawing on the young people’s strengths, 

interests and preferences to shape economic inclusion opportunities. 

The data made visible the shift in the previously informal role played by families since 

the introduction of individualised funding, and in particular their quasi-formal role in realising 

economic participation goals. This new ‘dual’ role must be understood and supported by 

formal recognition of family members as the primary support system for young people with 

intellectual disability who live in community-based family settings. Given the critical and 

profound influence of families on this cohort’s life outcomes, their needs should be treated 

holistically in terms of the planning and provision of supports. Specific training and support to 
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equip families for the role of long-term career ally is also critical, and must start early. Given 

the increased range of opportunities available to the young people in this study who were 

supported by family members operating as career allies, improving the support available to 

families has the potential to unlock significant support for young people as they transition to 

adulthood. 

Research has identified five best practices in the area of transition as critical to 

supporting employment outcomes for young people with intellectual disability. These include: 

work experience, involvement of young people in transition planning, family support, 

interagency collaboration and preparation for independent living. However, these are not 

systematically available to young people and families. Shifting from operational to multi-

agency transition planning and focusing on the availability of the five best practices within 

schools has the potential to shift both the culture of special schools and the life trajectories of 

young people who attend them. In addition, they bring a broader range of transition support 

resources to the table, and have demonstrated their ability to change broader attitudes about 

economic participation for young people with intellectual disability. 

Underpinning system change is the need to set targets for the economic inclusion of 

people with intellectual disability, collect data to monitor change and continually drive best 

practice through an ongoing program of research and evaluation. Currently, segregated and 

community-based employment are both considered employment outcomes within NDIS 

reporting frameworks, despite the differences in life outcomes between them. A more 

nuanced and sophisticated definition of economic inclusion for this cohort is therefore 

necessary to drive change. 
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10.3 The role of government and key levers for change 

This thesis has identified several levers available to government and has outlined how those 

levers could be used to significantly improve access to economic participation supports for 

young people with intellectual disability within a short timeframe. The NDIA could play a key 

role in the implementation of Employment First practice for this cohort, given its role in 

planning and the availability of several funding items, including SLES funding, within the NDIS. 

Mandating discussion of economic participation within the planning process for young people 

in this cohort and inclusion of economic participation-focused funding from the age of 15 

would encourage early exploration of the world of work. The NDIA could also play a role in 

directing families to supports such as DPFOs for developing their role as ‘career allies’. 

The NDIA has legislative responsibility to monitor the NDIS market, and in particular to 

address ‘thin markets’. These have typically related to geographic regions rather than support 

types, but as the scheme matures, it must have flexibility to address service gaps such as the 

economic participation support gaps identified in this thesis. Since 2017, the NDIA has 

iteratively introduced new economic participation funding and has increased the flexibility of 

funding items to provide individual scheme participants with the funding they need to 

purchase individualised economic participation supports. However, the market has been slow 

to respond, except in relation to SLES. The data suggest that because it offered providers 

security of funding, the ‘packaging up’ of SLES funding resulted in providers quickly bringing 

post-school employment supports into the marketplace. Similarly, the recent implementation 

of IPS within Headspace has resulted in the implementation of a best practice model for young 

people with mental health issues. Likewise, the widespread availability of the DEN model in 

the 1990s points to the need for government intervention to bring best practice to the market. 

The NDIA therefore has a role to play in shepherding the economic participation marketplace 

for its own scheme participants by implementing strategies to incentivise best practice within 
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the NDIS market. This could involve providing incentives to train staff and build capacity to 

deliver best practice, particularly in the form of funding security. 

Increasing the flexibility of NDIS funding, for example by enabling the funding of 

collaborative models, is critical to supporting the economic inclusion of young people with 

intellectual disability. The NDIA provides funding for existing programmatic structures such as 

ADEs and day programs; this needs to be extended beyond segregated settings. The NDIA can 

do this by creating funding structures to enable the introduction of best practice community-

based models, such as WIL. As a result, the NDIS will need to both give careful attention to 

funding design and description, and recognise the limitations of individualised funding, 

particularly as it relates to community-based economic participation within the emerging 

adulthood timeframe. 

Given the complexity of economic participation systems, the NDIA must also work 

collaboratively with other arms of government, including the DSS, which has policy 

responsibility for Commonwealth DES and carriage of Australia’s Disability Strategy, and 

delivers the Information Linkages and Capacity Building program. One strength of Employment 

First policy settings is their ability to identify and address barriers across systems. Therefore, 

framing a change strategy within an Employment First framework has the capacity to drive the 

multi-level and inter-governmental change required to make a real difference to young people 

with intellectual disability. 

DES-ESS remains a potentially important component of the employment support 

system for young people with intellectual disability. However, the data and literature highlight 

the need for a highly specialised model of employment support for this unique cohort. Given 

its origin as a human rights-underpinned employment support model, the government has the 
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capacity to reinstate those settings within the DES-ESS system, offering a differentiated 

employment support model for young people with intellectual disability in receipt of DSP. 

10.4 Critical evaluation of the research 

10.4.1 Strengths 

This study has added to the otherwise limited literature on the experiences of young people 

with significant intellectual disability and their family members during the period of transition 

from school, in the context of the changing landscape that has resulted from the introduction 

of the NDIS in Australia. 

A significant strength of this study was its qualitative design and use of Photovoice and 

photo elicitation methodology in order to hear the voices of young people with intellectual 

disability themselves. The voices of key informants and family members can dominate in 

studies that involve complex information; this study adds to the evidence that people with 

intellectual disability can contribute to research about their lives when appropriately 

supported to do so. The challenges of using Photovoice meant that few of the young people 

were able to take photos, as work, study and training are abstract concepts that are difficult to 

photograph. However, the use of a pack of photos based on the UNCRPD Articles, which was 

provided by the researcher, supported the young people to be included in interviews even if 

they were unable to participate in Photovoice in its strictest interpretation. Providing a 

broader range of economic participation-focused photographs would have potentially further 

improved discussion. 

The use of different data sources, including those with lived experience of the problem 

under study, and triangulation of the data enabled the problem to be looked at from different 

angles (Jacobs, 2018). In addition, it enabled the individual experiences of young people and 

families to be examined from policy and structural perspectives in order to understand how 
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poorly constructed systems impact on individuals at the interpersonal and individual levels of 

the ecosystem. The use of ecological analysis highlighted the influence of distal ‘forces’ on the 

economic participation opportunities available to young people with intellectual disability, 

emphasising the limited power that individualised funding has to alter and ultimately adapt 

complex systems such as economic participation systems. 

The theoretical and practical implications of this study have application beyond young 

people with intellectual disability, including other disability cohorts who experience significant 

barriers to employment, such as Autistic people. The highly applied nature of the study has 

resulted in strong interest from families and the sector, in terms of the practical applications of 

its findings. In particular, its identification of barriers unique to the Australian context 

increases the likelihood that policy-makers, service providers and advocates will be able to 

address those barriers. 

10.4.2 Limitations and challenges 

As a qualitative study, this thesis has a number of limitations. The study is highly contextual in 

that the data was collected in Victoria, Australia. The participants had all experienced 

transition from school within the context of Victorian and Australian Government policies and 

programs. While there was a strong Victorian context, the funding and post-school service 

systems the young people, family members and key informants discussed were primarily 

national ones, and their lived experiences echo similar lived experience studies from other 

countries (i.e. Akkerman, et al. 2018; Jacobs, et al., 2018;), and other Australian states (i.e. 

Davies & Beamish, 2009; Foley et al., 2012). This indicates that the data reflect the experiences 

of young people with intellectual disability and families more broadly. In addition, several key 

informants worked in organisations that operate across Australia, which enabled a national 

perspective in terms of the key informants’ data. The findings of the study, particularly in 
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relation to barriers and enablers to economic participation for this cohort, were therefore 

consistent with Australian and international research. 

In addition, the young people and family members in this study are not necessarily 

representative of young people with intellectual disability and their family members more 

broadly. They were recruited from organisations that support economic participation for 

young people with intellectual disability specifically in order to discuss economic participation, 

and no interviews were conducted with young people or family members who did not hold 

expectations about economic participation. Therefore, their expectations might not be shared 

by the broader cohort. Nevertheless, focusing attention on young people and families with 

high expectations about economic participation enabled the data collection process to 

uncover a broad range of barriers to economic participation. 

10.5 Suggestions for future research 

Several areas for potential future research have emerged from this thesis. 

10.5.1 A research framework 

According to Trainor et al. (2019), ‘moving forward as a field will require continued investment 

in strong scholarship and careful consideration of new areas of inquiry’ (p. 5). Australian 

transition-related research, and particularly research focused on economic participation, is 

lacking. While families and providers are beginning to look to the US, in particular, for 

guidance about improving economic participation outcomes for young people with intellectual 

disability, there is a need to contextualise evidence for the unique ecosystem that exists in 

Australia and focus on ensuring that evidence-informed practice is available to young people 

and families. 



319 
 

There would be benefits to the development of a comprehensive and interactional 

framework to steer future research such as the one developed by Trainor et al. (2019), which 

is available at https://journals.sagepub.com/doi/full/10.1177/2165143419864551(Figure 1). 

Trainor et al.’s (2019) framework recognises that transition is a dynamic process and utilising 

an ecological framework places individuals with disabilities at the core of the ecosystem, 

impacted by the culture of a range of groups and the provision of both disability-specific and 

generally available services and supports. It also recognises the critical impact of a range of 

levers, including policy and funding levers, for realising the outcomes young people aspire to 

and ultimately improving their quality of life throughout their lifespan. In addition, it identifies 

the need to consider the longer timeframe of transition, from school years through young 

adulthood and into later adulthood. 

The role of NDIS in promoting economic participation for this cohort 

As the NDIS is in its infancy, there is an absence of empirical research regarding the impact of 

its individualised funding scheme on the economic inclusion of young people with intellectual 

disability (Dyke et al., 2013; Kavanagh et al., 2021). This thesis has identified levers available to 

the NDIA and has outlined, based on the literature, how those levers could result in 

improvement in the availability of supports for young people with intellectual disability. It is 

critically important to understand the role of the NDIA in shepherding the economic 

participation marketplace for its own scheme participants. 

Involving young people with intellectual disability in creating solutions 

Researchers are increasingly including people with intellectual disability in research (see Giri et 

al., 2022; Hall, 2017; Rustad & Kassah, 2021) by employing inclusive research methods. People 

with intellectual disability are demonstrating their capacity to contribute to the literature and 

policy and program design via their lived experiences. The young people involved in this study 
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would normally be excluded from research because of their significant communication barriers 

and capacity to engage in discussion of abstract concepts. However, the use of photos proved 

to be a valuable method of supporting them in talking about their economic participation 

experiences and aspirations. 

Little research specifically examines young people with intellectual disability’s 

preferences for economic inclusion, including which pathway best suits their goals (Wehman 

et al., 2018). There is thus a need to work collaboratively with these young people, using co-

design methods to create economic participation pathways at the individual and system levels 

and to produce resources that enable them to have input into the development of economic 

participation programs and supports they value. 

Promoting self-determination 

Self-determination strategies for young people with intellectual disability as they relate to 

economic inclusion are under-researched in the Australian context. There is emerging 

evidence from overseas about the importance of self-determination to long-term economic 

participation outcomes (Shogren et al., 2019; Stancliffe et al., 2020). While specific self-

determination tools, such as the SDCDM (Dean et al., 2018; Hagiwara et al., 2019), have 

become available, they need to be contextualised for the Australian environment. 

Employment circles of support are another mechanism that warrants further exploration, 

given the interest in them among families and the lack of evidence regarding their efficacy in 

the economic participation context. 

Develop, evaluate and expand the concept of economic inclusion 

Young people and their families are open to community-based economic inclusion in a range 

of forms, recognising the role the existing disability system can play in supporting their 

aspirations. However, there is a need to align service delivery models and the supports and 
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expertise available within disability service systems with the concept of economic inclusion 

they hold. Emerging research about hybrid models to support economic inclusion (Campbell, 

2022; Murphy et al., 2014) offers opportunities to expand the role of disability services within 

an Employment First framework. 

In addition, the lack of an outcome framework to measure the economic inclusion of 

young people with intellectual disability in the way they and their families conceptualise it in 

the Australian context must be addressed. Further research is required to define economic 

inclusion and to develop an outcome framework to measure progress toward shifting 

outcomes. In particular, cost-benefit analyses of customised employment strategies and a 

broader focus on social inclusion outcome measures, including outcomes related to the 

businesses and organisations engaged in customised employment, may be useful to drive 

change. 

Reducing inequity 

The data supports emerging evidence that the introduction of the NDIS has resulted in 

inequities (Carey & Griffiths, 2017; Malbon, 2019), and that economic inclusion and exclusion 

are influenced by the capacity of social networks to navigate complex systems. Further 

research is required to understand (a) the conditions in which economic participation 

expectations develop in the Australian context and how families choose to pursue economic 

participation or not; and (b) the structures and supports that enable access to economic 

participation opportunities for all young people with intellectual disability. 

10.6 Concluding comments 

The overall purpose of this qualitative study was to examine young people with intellectual 

disability’s transition to adulthood and extend support to them to enable them to realise their 

economic participation goals. This study relates to a small, unique cohort of young people with 
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intellectual disability, for whom there is no societal expectation of economic participation but 

who nevertheless seek to work in the community-based labour market primarily for the social 

inclusion benefits it offers. Like others, I was hopeful that the introduction of the NDIS would 

shift the paradigm for this cohort, empowering family members and others to work one 

person at a time to create meaningful opportunities. However, experience told me that widely 

held attitudes about intellectual disability, combined with the complex economic participation 

systems operating in Australia, meant that unless barriers were addressed at the sociopolitical 

level, very little would change at the individual and interpersonal levels. 

Undertaking the study has caused me to rethink how economic participation can be 

conceptualised and realised for this cohort. However, without a significant shift in 

organisational practice, the delivery of evidence-informed supports, a modification of systems, 

and empowerment of young people and families to expect an ordinary life, a full 

reconceptualisation of people with intellectual disability in the context of economic 

participation is unlikely to occur. 

I am hopeful that these findings will result in change for young people and families, 

and that families will be supported to realise economic inclusion for their young people as a 

component of a valued life lived in the community. Only when young people with intellectual 

disability are supported to be included in community-based employment will expectations 

change more broadly among families, service system actors and the wider community. The 

goal is that economic inclusion will be the norm for young people with intellectual disability 

just as it is for other members of society. 
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Appendix B: Plain Language Statement for young people with 
intellectual disability 

 
 

Plain Language Statement for Young People  
with Intellectual Disability 

 
An examination of the factors that promote the economic 
participation of Young People with Intellectual Disability 
(YPWID) 

 
Hello, 
 
My name is Jenny Crosbie. I am a student researcher from Swinburne University. I 
am researching how young people with intellectual disability can learn more about 
getting training and work after they finish school. 
 
Who is doing this research? 

 
I am a student researcher. That means I am learning to be a researcher. I will have some very 
experienced researchers helping me with this project. They are 

 
1) Professor Erin Wilson, Swinburne University 
2) Dr Perri Campbell, Swinburne University 
3) Dr Kevin Murfitt from Deakin University 
4) Professor Keith McVilly, University of Melbourne 

 
 What is the aim of the study? 

At the moment some people with intellectual disability don’t get the opportunity to 
try work and study when they finish school. The aim of this study is to find out what 
helps people learn about training and work opportunities after school and what 
makes it hard for young people with intellectual disability to find training and work 
opportunities after they finish school. 
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To do this I will talk to young people with intellectual disability, family members of 
young people with disability and workers who help young people with intellectual 
disability when they finish school. 
 
At the end of the study the information will be made available to young people with 
intellectual disability, their families and workers to help them learn more about 
training and work opportunities once they finish school. 
 
What will I need to do? 

A researcher from Swinburne University will meet with you three times over 2 months. 
Each meeting will take about 1 hour. 
The researcher will meet you somewhere you usually go such as where you attend 
training or work, and at a time that is good for you. 
 
In the first meeting the researcher will tell you all about the project including what 
you would need to do and give you some written/printed information about the 
project to keep. You can ask questions at the meeting as well. 
 
If you decide to be part of the study the researcher will organise a second meeting. 
At the second meeting the researcher will ask you some questions to get to know 
you. Questions about how old you are, where you went to school, who you live with 
and what you like to do will be asked. You will also be given information and 
instructions about taking some photos about work and training. This is called 
“Photovoice”. 
 
You will have 2 weeks to take the photos. 
 
At the end of the first week the researcher will visit you to check that you have 
started to take photos and answer any questions you have. 
 
For the third meeting, you will be asked to bring the photos you have taken with you. 
The researcher will ask you questions about the photos and about training and work. 
 
All of the interviews will be recorded. 
 
At the end of the Photovoice part of the project, you will be asked whether you 
would like to attend a discussion group with other people who have an intellectual 
disability. It will be held at a disability organisation. The discussion group will go for 
about 2 hours. You don’t have to be involved in the discussion group if you don’t 
want to. 
 
At the discussion group I will tell the group about what people who were in the 
study told me. I will not tell the group the name of the person who gave me the 
information. It will be a summary of what everyone told me. 
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I will ask the group members whether they agree with what people said. I will then 
ask the group to tell me their ideas about how to make it easier for people with 
intellectual disabilities to know about training and work after they finish school. 
 
What are the benefits for me? 

It is important to hear from young people with intellectual disability themselves 
about what helps them to know about training and work opportunities after school. 
By being involved in this study you might learn about training and work options 
available to you and you will be helping other young people with intellectual 
disability and their families in the future. 
 
You will also receive a $50 gift card for participating to help cover your travel or 
parking costs. 
 

 Are there any risks in participating? 

We don’t think being involved in the research project will upset you. However, you 
can stop the interview at any time, take a break or do it another time if you do feel 
upset. You can decide not to answer certain questions, or you can decide not to 
take part anymore. If you don’t want to be part of the research anymore, you can 
tell us not to use the information you gave us in the research. 
 
If you feel upset after the interview and would like to speak to someone, we will 
assist you in getting the help you need. If you need to speak to someone, we 
recommend you call your case manager, doctor or regular support workers. Please 
let us know if you would like to bring someone to the interview with you. We will 
also give you details about mental health support services you can access for 
assistance in case you need this information.' 
 
If you decide to join the discussion group, we will make sure it is a safe space 
and that everyone treats others with respect. 
 
How will my identity be protected? 

Your name and all the information you tell us will be kept private. That means we will 
not tell anybody else what you tell us. 
 
We will not tell anyone what you have said and will not identify you in any written 
or spoken materials about the research. This means that there are not likely to be 
risks of being involved. However, if you choose to come to the discussion group then 
other people will know you are taking part in the research and will hear what you 
say. You and all the participants will be asked not to tell anyone outside the group 
what was said by others in the discussion group. 
 
You can decide not to take part any more at any time. However, the information you 
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have provided in the discussion group will still be used in the research as we don't have 
a way to identify what you have said and delete it. 
 
Do I have to be involved in this research? 

No, you don’t have to be involved in this research. If you decide not to be involved it 
will not affect the services you receive from  . 
 
If you change your mind you can stop at any time and you won’t get into trouble with 
anyone. If you stop, we won’t keep any notes about you unless we have used them in a 
report already but no one will know that you helped us. 
 
What will happen with the results? 

When we finish this work we will write a report and tell people about what we have 
found. We will also write up some reports called “Promising Practice Profiles” that help 
people understand about training and work for people with intellectual disabilities 
after they have finished school. 
 
We will write the reports in Plain English to make it easy for people to read them. We 
will also record some of the information into a podcast so people can listen to it. 
 

Who do I contact to be part of the study? 

You can email Jenny Crosbie at jcrosbie@swin.edu.au or call her on (03) 9214 8477 

 
 What if I have a complaint? 

This project has been approved by or on behalf of Swinburne’s Human Research Ethics 
Committee (SUHREC) in line with the National Statement on Ethical Conduct in Human 
Research. If you have any concerns or complaints about the conduct of this project, 
you can contact: 
 
Research Ethics Officer, Swinburne Research (H68), 
Swinburne University of Technology,  
PO Box 218, HAWTHORN VIC 3122.  
Tel (03) 9214 3845 or +61 3 9214 3845 or resethics@swin.edu.au 
 

Please quote project number 20190381-293 
If you experience any distress you can contact a staff member from or Lifeline on 
13114
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Participant Consent Form for Young People with Intellectual Disability 

 

An examination of the factors that promote the economic 
participation of Young People with Intellectual Disability (YPWID) 
Date: 

Reference Number: 20190381-293  

Please tick each of the following: 

 
 I understand the attached Plain Language Statement. 
 I have been given a copy of the Plain Language Statement and Consent Form to 

keep. 
 I freely agree to participate in this project according to the conditions in 

the Plain Language Statement. 
 I give permission for the researcher to audio-tape the interviews. The 

recordings will be destroyed once they have been transcribed. 
 Everything about me will be stored safely and only the researchers will be able 

to see it. Everything will be destroyed 5 years after the end of the project. 
 The researcher will not tell anyone that I was in this project. 
 I would like to hear about what happens in this project. 
 I know I can leave the project any time and I won’t get into any trouble 

 
Participant’s Name (printed) ……………………………………………………………………………………. 

 

Signature of participant  .………….……………………………………………………… 

 

Date ……………………………. 

 

Phone number and/or email to contact you on: ………………………………………………………. 
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Please mail this form to: 

Ms Jenny Crosbie  

Centre for Social Impact 

Faculty of Business and Law  

Swinburne University of Technology  

PO Box 218, Mail H23, 

Hawthorn 3122 
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Withdrawal of consent 

 
An examination of the factors that promote the economic 

participation of Young People with Intellectual Disability (YPWID) 
 
Date: 

 

Reference Number: 20190381-293 

 
I hereby wish to WITHDRAW my consent to participate in the above research project. 
I don’t want to do it any longer. I understand that I WILL NOT get into trouble with 
Swinburne University or my staff or   
 

Participant’s Name (printed) ……………………………………………………………………………………….  

Signature of participant ……………………………………………………………..…… 

Date ……………………………. 

 
 
Please mail this form to: 

Ms Jenny Crosbie  

Centre for Social Impact 

Faculty of Business and Law  

Swinburne University of Technology  

PO Box 218, Mail H23, Hawthorn 3122 
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Appendix C: Plain Language Statement for family members of 
young people with intellectual disability 

 
 

Plain Language Statement for Family Members of  

Young People with Intellectual Disability 
 

An examination of the factors that promote the economic 
participation of Young People with Intellectual Disability 
(YPWID) 

Hello, 
 
My name is Jenny Crosbie. I am a PhD candidate from Swinburne University. I am 
researching the factors that promote the economic participation of young people 
with intellectual disability in the emerging adulthood period. 
 
Who is doing this research? 

 
I am a PhD candidate and this research is part of my candidature. I am being 
supervised by: 

1) Professor Erin Wilson, Swinburne University 
2) Dr Perri Campbell, Swinburne University 
3) Dr Kevin Murfitt from Deakin University 
4) Professor Keith McVilly, University of Melbourne 

 
What is the aim of the study? 

The broad aim of this research is to examine the experience of young people with 
intellectual disabilities and their families related to economic participation in the 
emerging adulthood period, and to identify barriers and enablers to increase 
opportunities. 
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What is involved? 

Family members of people with an intellectual disability will be asked to 
participate in a semi-structured interview that will take approximately 1 hour. The 
interview will be scheduled at a time and venue that suits you. During the 
interview you will be asked about your experience of supporting a family member 
who has an intellectual disability during their transition from school to post school 
options. You will also be asked about the training, study and work programs your 
family member is currently involved in and how the transition from school to post 
school options can be more effective for families. For example we will ask you to 
describe the transition support you and your family member received when 
leaving school and tell us what supports and resources you would have valued. 
 
You may also be invited to be part of a discussion group comprised of family 
members of young people with a disability and key informants to discuss the 
findings of the project and develop a set of promising practice profiles which will 
tell others about how to support young people with intellectual disabilities increase 
opportunities for economic participation. The discussion group will meet twice for 
approximately 2 hours each time. The group will be provided with key barriers and 
enablers to economic participation identified by the researcher and asked to 
provide feedback about improving opportunities for economic participation for 
YPWID. 
 
What are the benefits for me? 
This project will not benefit you directly, but we hope that by hearing about the 
experience of family members of young people who have an intellectual disability 
we can learn about how to make the transition from school to post school options 
easier. You will also receive a $50 voucher to cover your travel costs. 
 
Are there any risks in participating? 
The risks associated with participating in this research are minimal. The content of 
the interview is not anticipated to cause distress. You can take a break from the 
interview at any time and you do not have to answer a question if you don’t want 
to. You can also withdraw from the study at any time. 
 
In the unlikely event that being involved in the study causes distress you can 
contact Lifeline on 13 11 14 and they can provide you with free counselling. 
 
How will my identity be protected? 
Your identity will be kept confidential, however, if you participate in discussion 
groups, you should be aware that others present (family members of young 
people with intellectual disability and other key informants) will hear your views. 
Once your interview is transcribed the recording will be destroyed. Data will be de-
identified by replacing your name with a code or pseudonym. Data will be 
aggregated and any reporting of your comments will take care to ensure you 
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cannot be identified via contextual details. The transcript of your interview and 
consent forms will be kept in a locked filing cabinet or stored on a password 
protected computer at Swinburne University. The data will be kept for five years 
after the project ends. 
 
Do I have to participate? 
No. You can choose not to participate in this study or to participate in the 
interview component only. If you do participate, you can choose to withdraw at 
any time. 
You can also stop the interview at any time to have a break or you can ask us to 
come back another day. Saying no or withdrawing from this study will not harm 
your relationship with the researchers, Swinburne University, or  . If you 
withdraw from the study, we will remove all of your data from our findings except 
discussion group data. It will also not harm any relationship that your family 
member has with these different groups of people. Please note that we cannot 
remove data or quotes once they have been de-identified and analysed. 
 
What will happen with the results? 
The findings from this project will assist Jenny Crosbie to meet the requirements 
for her PhD studies. 
 
Findings from this research will be available to young people with intellectual 
disabilities, family members of people with intellectual disabilities, policy makers, 
service providers and others via a series of promising practice profiles. These 
profiles will be prepared in conjunction with research participants. 
 
A plain English summary of the project results will be made available to 
participants. The results will also be presented in a PhD thesis, conferences and 
published in academic journals. Results will also be used to inform other products 
such as practice guides or policy briefs. 
 
Who do I contact to be part of the study? 
You can email Ms Jenny Crosbie at jcrosbie@swin.edu.au or contact her on (03) 
9214 8477 
 
What if I have a complaint? 
This project has been approved by or on behalf of Swinburne’s Human Research 
Ethics Committee (SUHREC) in line with the National Statement on Ethical Conduct 
in Human Research. If you have any concerns or complaints about the conduct of 
this project, you can contact: 
 

Research Ethics Officer, Swinburne Research (H68), 

Swinburne University of Technology, 

PO Box 218, HAWTHORN VIC 3122. 
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Tel (03) 9214 3845 or +61 3 9214 3845 or resethics@swin.edu.au 

 

Please quote project number 20190381-293 
 
If you experience any distress you can contact Lifeline on 131114 
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Participant Consent Form for family members of Young People 
with Intellectual Disability 

 
An examination of the factors that promote the economic participation of 

Young People with Intellectual Disability (YPWID) 
 
Date: 

Reference Number: 20190381-293 

 
 

I have read and I understand the attached Plain Language Statement. 

I freely agree to participate in this research and understand that I can change my 
mind not to take part at any time during the interview or later. If I later change my 
mind and no longer want my information used in the research I will contact the 
researchers to tell them. 

I have been given a copy of the Plain Language Statement and Consent Form to keep. 

The researcher has agreed not to keep my identity and person details confidential 
and I won’t be named in any reports or presentations about the research. 

I agree to take part in (tick as many as you agree to) 

 

 A one-hour interview 

Two discussion groups (two hours each) 
 

I would like to receive information about the findings of this research 
 
 

I understand that both the interview and discussion groups will be audio 
recorded. 
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Participant’s Name (printed) …………………………………………………… 

Signature ……………………………………………………… 

Date.………………………… 

Phone number and/or email: ……………………………………………………………………. 
 
Please mail this form to: 
Ms Jenny Crosbie 

Centre for Social Impact 

Faculty of Business and Law  

Swinburne University of Technology  

PO Box 218, Mail H23, Hawthorn 3122 
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Participant withdrawal of consent 

 
An examination of the factors that promote the economic 
participation of Young People with Intellectual Disability 
(YPWID) 

 
Date: 
 

Reference Number: 20190381-293 

 
I hereby wish to WITHDRAW my consent to participate in the above research project. 

Participant’s Name (printed) ………………………………………………………………………….  

Signature of participant ……………………………………………………………..…………………. 

Date ……………………………. 

 
 
 
 
Please mail this form to: 

Ms Jenny Crosbie 

Centre for Social Impact 

Faculty of Business and Law  

Swinburne University of Technology 

PO Box 218, Mail H23, Hawthorn 3122 
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Appendix D: Plain Language Statement for key informants
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Appendix E: Semi-structured interview schedule for young people 
with intellectual disability 

 
 

Attachment E: Semi-Structured Interview Schedule for YPWID 
 
Recruitment and consent meeting 
In the recruitment and consent meeting the researcher will meet with the participant 
to explain the project, check the participant’s understanding of the project and 
participation in it, confirm consent and make a time for meeting 1. 
 
Meeting 1 

In meeting 1 the researcher will re-confirm consent, collect background information 
and introduce Photovoice. 

Specific Questions 
 

 
 
Before explaining the Photovoice process the researcher will introduce the following 
concepts to help the person to think about training and work opportunities after school. 
The researcher may use visual supports to illustrate the concepts below. 

• Think about the training and work you would like to do now that you have 
finished school. 

• Think about the things that you like. 
• Think about the things that you don’t like. 

Please tell me a bit about yourself. 

• How old are you? 
• Where do you live? 
• Who do you live with? 
• What school did you go to? 
• What are you doing now that you have left

school? 
• What are some things you like to do? 
• Who are the people who help you to do things? 

Introduction/warm up 
(background information) 
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• Think about your hopes and dreams. 
• Think about things you want to do. 
• Think about people, places and things that are important to you. 

 
 
Introduce Photovoice 
 

 
 
 

Meeting 2 will be held 1 week after meeting 1. 

The purpose of the meeting is to check that the participant understands the 
Photovoice instructions and has commenced taking photos. 
 
Meeting 3 

Meeting 3 will be held 2 weeks after meeting 1. 

In this meeting the researcher will discuss each picture that the person has 
collected to identify what it represents to that person. 

Specific questions will include 

• What is this picture about? 
• What is going on in this picture? 
• Why do you like that picture? 
• Why is that picture important to you? 

 
Once the pictures have been discussed and notated, the researcher will use the 
pictures to prompt discussion related to the research objectives. 
 
 
 

Objective 1: To identify the 
expectations YPWID and their 
family have about economic 
participation post school. 

 

What do you like doing? 

Where do you do it? 

When do you do it? 

Provide Plain English Instruction Sheet about photovoice (attachment F) and read through 
it together. Explain the process and check whether the participant has any questions. They 
will be asked to take photos for two weeks with the following instructions; 

- Take photos of the work you do or want to do 

- Take photos of the training you do or want to do. 

The participant can utilise a trusted person to assist them if required. 
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Do you want to do it more? 

• Would you like to do more of/less of...? 

Are there any things that you don’t like doing? 

Are there other people you would like to meet or spend 
time with? 

Are there other things you would like to try out or do? 

What would you like to do in the future? How might  
you do that? 
What are your hopes and dreams for the future? What 
would you like to do when you are an adult? 

Objective 2: To explore the 

extent to which opportunities 

for economic participation 

are available to YPWID post 

school. 

Who helped you decide what you would do when you 
finished school? 
What programs have you done at school and at XX that 
are about study/training and work? 

Tell me what you do in the program/s? 

Objective 3: To identify where 

in the system/environment 

barriers to economic 

participation exist 

Has anything stopped you from doing study/training or 
work since you left school? 
If yes, tell me about that? 

Objective 4: Identify the 

resources and supports that 

would enable increased 

economic participation 

opportunities for YPWID 

Who has helped you with study/training and work since 
you left school? 
How did they help you? 

What programs/courses have you done that have 
helped you? 
How did they help you? 
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Objective 5: Explore how these 

supports can be provided and 

in what context. 

What will help you achieve your dreams? What might stop 
you or make it difficult? 
What will help you to do this? 

Who are the best people to help you learn more about 
study/training and work when you finish school? 
Is it better if you learn about study/training and work 
while you are at school or when you finish? 
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Appendix F: Semi-structured interview schedule for family 
members of young people with intellectual disability 

 

Attachment G: Semi-Structured Interview Schedule for 
Family Members of YPWID. 

An examination of the factors that promote the economic 
participation of Young People with Intellectual Disability 
(YPWID) 

 

 

Research Objective Questions 
Introduction/warm up Introduce project. 

Background information. 
- Tell me a bit about X. Name, age 
- What is your relationship to X? 
- What school did X attend? 
- Does X receive NDIS funding? 
- Describe their involvement in post school planning 
- What sort of work or study related activities is X 

involved in (now, during their teenage years, in the 
past)? 
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Objective 1: To identify the 

expectations YPWID and their 

family have about economic 

participation post school. 

Thinking about X’s future, what sort of roles do you see 
him/her undertaking in 5-10 years time? 

 
Thinking about X’s future, how important do you think 
him/her undertaking study/training and paid work is? 

 
Probe: Why is study/training work important/not 
important? Have your expectations or aspirations 
changed over time (what influenced that)? 

 
If X doesn’t undertake study/training or work in the 
future, what sort of activities will they undertake? 

 
What are some of the benefits for X if he/she undertakes 
paid work in the future? 

 
Are you aware of many young people who have an 
intellectual disability who are undertaking study/training 
or work since leaving school? 

Objective 2: To explore the extent 

to which opportunities for 

economic participation are 

available to YPWID post school. 

Please describe how you and X were involved in planning 
for study/training after school. 

- What activities related to work and future 
study/training did X participate in while he/she was 
at school? 

- What sort of planning were you and X involved in 
prior to him/her finishing school related to post- 
school study/training and work? 

 

Please describe some of the specific programs and 
supports that you were made aware of related to 
study/training and work post school. 

- How would you rate the effectiveness or adequacy 
of these in supporting/preparing X for economic 
participation? 

- What would improve them or what are the 
ingredients of other supports/activities/ programs 
that could be implemented? 
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Objective 3: To identify where in 

the system/environment barriers to 

economic participation exist 

What do you think are the barriers to young people with 
intellectual disability accessing study/training and work 
opportunities when they leave school? 

 
Probe: 
Personal barriers 
Systemic barriers (ie transition from school) 
Structural barriers (ie programs, funding) 
Other barriers 

 
Have barriers increased or decreased since the NDIS 
commenced? 

 
How would you address the barriers that you identified? 
Probe: 
Policy change 
Practice change 
Capacity building for YPWID 
Capacity building for families 

Objective 4: Identify the resources 

and supports that would enable 

increased economic participation 

opportunities for YPWID 

Please describe resources and supports that you know 
about, or would like to see made available, that have 
led/could lead to increased study/training and work 
opportunities for YPWID. 
How would they help? 
What are the ingredients that make them work? 
Are they currently available? 
If not, why not? 
How could these resources and supports be provided to 
families? 
Who should provide them? 
Probe – School staff? Disability workers? Family members 
of YPWID? YPWID themselves? Other? 

Wrap up Is there anything else you would like to tell me that relates 
to opportunities for study/training and work opportunities 
for YPWID when they leave school? 

 
Thank participant and provide voucher. 
Advise participant that will make contact again regarding 
involvement in discussion groups. 



 
 

Appendix G: Semi-structured interview schedule for key 
informants 

 

Attachment H: Semi-Structured Interview Schedule for 
Key Informants 

An examination of the factors that promote the economic 
participation of Young People with Intellectual Disability 
(YPWID) 

 

 
Research Objective Questions 
Introduction/warm up Introduce project. 

Background information. 
- How long involved in work related to economic 

participation for YPWID 
- Employment information 
- Role 

Objective 1: To identify the 

expectations YPWID and their 

family have about economic 

participation post school. 

In your experience what are the expectations of YPWID 
and their families in relation to training and work once 
they finish school? 

Objective 2: To explore the extent 

to which opportunities for 

economic participation are 

available to YPWID post school. 

Please describe how YPWID and their families are involved 
in planning / preparation for economic participation after 
school. 

 
Please describe some of the specific programs and 
supports that are available to support the economic 
participation of YPWID when they finish school. 
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Objective 3: To identify where in 

the system/environment barriers to 

economic participation exist. 

What are the barriers to young people with intellectual 
disability accessing study/training and employment 
opportunities when they leave school? 

 
Probe: 
Personal barriers 
Family barriers 
Systemic barriers (ie transition from school) 
Structural barriers (ie programs, funding) 
Have barriers increased or decreased since the NDIS 
commenced? 

 
How would you address the barriers that you identified? 
Probe: 
Policy change 
Practice change 
Capacity building for YPWID Capacity building for families 
Other 

Objective 4: Identify the resources 
and supports that would enable 
increased economic participation 
opportunities for YPWID. 

Please describe resources and supports that you have 
seen/would like to see in your work that have led/could 
lead to increased economic participation opportunities for 
YPWID. 

- How would you rate the effectiveness or adequacy 
of these in supporting/preparing YPWID for 
economic participation? 

- What would improve them or what are the 
ingredients of other supports/activities/ programs 
that could be implemented? How would 
new/proposed/programs from elsewhere help? 

- What are the ingredients that make them work? 
 

 
Are they currently available? 
If not, why not? 
How could these resources and supports be provided in 
the Australian context? 
Who should provide them? 

Wrap up Is there anything else you would like to tell me that relates 
to opportunities for study/training and work opportunities 
for YPWID when they leave school? 

 
Thank participant 
Advise participant that will make contact again regarding 
involvement in discussion groups. 
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Appendix H: Photovoice Instructions 
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Appendix I: Examples from photo pack
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Appendix J: Description of young people 

Pseudonym Description 

Brandon Brandon is a 25-year old man who lives in his own unit with a housemate. He 

attended a special school. Post-school Brandon attended a disability day program 

before seeking employment opportunities. He has been in a number of paid roles 

since. Brandon is not currently employed. He would like to work in the fitness 

industry. 

Corey Corey lives with his mum and dad and his brother. He attended a special school until 

18 months ago. He loves watching and playing football and would like to work in the 

sports industry. Corey is attending a SLES program where he undertakes work 

experience in a retail outlet. Corey is learning to travel and build his independence. He 

has difficulty communicating verbally.   

James James lives with his mum and his brother. He attended a vocational program for 

students with disability based in a mainstream school setting. He is very outgoing and 

personable and has excellent communication skills. James attends a SLES program 

where he undertakes work experience in a retail outlet. James would like to work in 

the sports industry or a retail store.  

Amy Amy lives with her mum and sister. She attended a mainstream primary school and 

then a special school. She finished school 18 months ago. Amy is very outgoing and 

friendly. She attends a SLES program where she undertakes work experience in a 

retail outlet and is undertaking a Certificate course in Hospitality. Amy loves dancing 

and would like to work in that industry. 

Leanne Leanne lives with her grandfather. She enjoys spending time with her boyfriend. She 

attended a special school, finishing 4 years ago. Immediately post-school Leanne 
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attended TAFE to undertake a Certificate 1 in Transition and Work Education. She was 

employed during that period. She is now involved in an unpaid work experience 

program run by a disability organisation. She is unclear about her preferred job.  

Melissa Melissa lives with her mum and dad and brother. She attended a special school 

finishing 18 months ago. She loves horses and is a champion equestrian rider.  Melissa 

is currently attending a SLES program where she undertakes work experience in a 

retail outlet and is undertaking a Certificate course in Hospitality. Melissa would like 

to work with horses.  

Rohan Rohan is a 25-year old man who lives with his mum and dad. He is very personable 

and outgoing, and travels independently. Rohan attended a number of special and 

mainstream schools. Post-school he has engaged in a range of activities including paid 

work, volunteer work and is currently attending a pilot WIL program. Rohan is hopeful 

that the WIL program will lead to a paid job within one of the partner companies.   

Penny Penny is 19 and lives at home with her mum and dad and sister. She attended a 

special school, leaving 18 months ago. Penny is currently attending a transition 

program run by a disability organisation where she attends classes and activities and 

undertakes work experience. Penny’s speech can be difficult to understand at times.  

Bobby Bobby is an outgoing 25-year old man who lives with his mum. He attended a special 

school. Since leaving school Bobby has been engaged with a disability service 

undertaking work experience and other work preparation activities. Bobby has his 

license and a car. He is now employed one day per week in an organic food business 

which he loves. He would like to study to be an accountant.  

 


