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A Review of Literature on Disabled Care Leavers and Care Leavers
with Mental Health Needs.

1.0 Introduction

This review of literature was undertaken as the first part of a three stage study of the
characteristics and needs of care leavers with intellectual disabilities® or mental
health needs in Northern Ireland. The aim of the literature review was threefold:
firstly, to establish the extent of existing empirical research related to disabled care
leavers or care leavers with mental health needs; secondly, to review the findings of
previous research in this area; and thirdly, to identify gaps in knowledge of relevance

to the current study.

Section two outlines the search strategy adopted including the inclusion and
exclusion criteria. Section three focuses on the review of the literature on disabled
care leavers and section four on care leavers with mental health needs. In both of
these sections, the findings of the review are presented in order of local, national and

international region to highlight the extent of research in these areas.

A summary discussion of the key findings of the review is provided at the end of
each section and an overall conclusion drawing together the main points is

presented in section five.

2.0 Literature Review Search Strategy

A range of sources and publication formats were considered for this review, with
journal articles and research reports comprising the main body of literature. A clear
search strategy informed the review, including specification of inclusion and

exclusion criteria outlined below.

1 The review focused on existing research that included care leavers with sensory, physical and/or cognitive
impairments. On recommendation from the advisory groups guiding this research, the term ‘intellectual
disability’ will be used in this review to refer to those with cognitive impairments/learning disabilities as it is an
internationally recognised term.



Literature included in the review met the following inclusion criteria:

1. Care leaver literature that referred to disability and/or mental health needs;

2. Published between 2000 and present day (2014);

3. Published in English only (efforts were made to access English versions of
European articles published in other languages through direct contact with the
author);

4. Only full-text journal papers published in peer-reviewed journals; and

5. Grey literature e.g. local publications from voluntary organisations.

Literature was excluded from the review if it was:

1. Focused on general transitions for disabled young people leaving school
(unless it specifically referred to care leavers);

2. Focused on children and young people in care unless it clearly included older
young people at care leaving age and disaggregated the findings for this older
population;

3. Published before the year 2000;

4. Not published in English; and

5. Only available as an abstract and full text could not be obtained.

A range of electronic databases were searched using keywords relevant to the aims
and objectives of the study in the areas of leaving care, mental health and disability.
As different terms are used to describe this population globally, international authors
in the field were consulted about relevant search terms for literature beyond the UK
(for example, ageing out of care or former foster care provided better search hits for
US studies). Please refer to Appendix One for further details of search terms and

databases.

In addition to electronic searches, researchers consulted literature cited by other
authors and directly contacted experts in the field of leaving care to identify any

further grey literature or unpublished work.



Flow charts of the results of searches for disabled care leavers and care leavers with
mental health needs are provided in Appendix Two, along with the results of

screening of abstracts and full-text documents.



3.0 Review of Disabled Care Leaver Research Literature

Research literature and government statistical reports consistently indicate that
disabled children and young people are over-represented in public care systems
locally, nationally and internationally (Baker, 2011; Mendes et al., 2013; Raman et
al., 2005; Stalker and McArthur, 2012; Stein and Munro, 2008). It is surprising then,
that amongst all available literature in the area of young people leaving care, there is
such little attention given to the transitional experiences of disabled care leavers
(Edwards, 2009). One possible impediment to research in this area is the range of
varying definitions of impairment and the related challenge of identifying disabled
care leavers. There is much debate about the inclusion of those with various
conditions or impairment types for example, young people with autism, mental health
needs or borderline/mild intellectual disability (Mendes et al., 2013; Mendes and
Snow, 2014; Rabiee et al., 2001). In addition, records of young people living in and
leaving care may not record disability or impairment (Harris, 2005). Disabled care
leavers may not self-identify as being disabled or may find it difficult to access
disability services. This is problematic for researchers who often only identify
disabled care leavers on the grounds of receipt of disability services. Indeed, the
majority of the studies reviewed in this section relied on governmental or service
categorisation of disability in order to gain access to participants. Consequently,
there may be an additional, difficult to reach population of disabled care leavers who

are not targeted for study.

This review of the limited empirical research available identified eleven studies
focused specifically on disabled care leavers. These studies were based in England,
Australia, United States and Canada and included: a review of leaving care
arrangements and plans for disabled care leavers (NSW Ombudsman, 2004);
disabled young people’s care leaving accounts (Fudge Schormans and Rooke,
2008; Goldblatt et al., 2010; National Foster Care Association, 2000; Rabiee et al.,
2001); a study on restrictive settings for disabled care leavers (Schmidt et al., 2013);
and exploration of the views of service providers who support disabled care leavers
as they transition to adult life (Ellem et al., 2012; MacDonald, 2010; Mendes et al.,
2013).



Two studies on disabled children in care were reviewed as they included older
disabled young people in public care who were at the age of leaving care (Baker,
2007; McConkey et al.,, 2004). Although these studies had a broader remit, they
have been included as they provide information on the experiences of disabled

young people planning to leave care and include a local research study.

3.1 Northern Irish Literature

McConkey et al.’s (2004) study on the characteristics of disabled children looked
after away from home is the only Northern Irish study that addresses the needs of
disabled care leavers. The study focused on 108 children who had spent at least 90
days in a 12 month period living away from the family home in one geographical
location in Northern Ireland. The aims of the study were to document the
characteristics of these children, describe their current placements and estimate their
future service needs. Of the total sample, 80% were defined as having ‘severe
learning disabilities’ or profound or multiple impairments. Although the children were
aged 1-20 years, half of them were over 14 years old. Of those aged 15-20 years,

56% were boys and 44% were girls.

Structured interviews were carried out with each child’s key worker using a pro forma
and analysed using statistical analysis. Variation in service provision and ethos was
found across the geographical location and, in particular, in relation to the availability
of foster and residential care. Such variability in provision highlighted disparities in
service availability and inequity in children’s access to services. Younger children
were more likely to access foster or family placements (33% of those under 14
years) compared to those aged 15-20 years (16%). Older young people were more
likely to be placed in residential care than young children (39% compared to 21%).
Of those accommodated in residential settings, half of these placements were in
hospital or adult residential accommodation.

As the study only included children known to a disability service, the authors noted
that the weight of their sample was skewed towards children with intellectual
disabilities due to the availability of services for this population. Young people who
had ceased contact with services were excluded and the study did not access the
views of disabled young people themselves. However, the study does provide some
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initial data on the population of disabled care leavers in Northern Ireland which
provides a useful context for further research into the needs and experiences of

these young people.

In terms of future requirements for young people in the age group 15-20 years, the
greatest service need was for a residential facility (30%). This was particularly
pertinent for children with additional and complex needs (such as, challenging
behaviour or technological dependence) who were unlikely to access mainstream

children’s residential services which were already over-stretched.

As the children grew older and became young adults, their needs changed and
demand for adult residential accommodation, day care or supported living increased.
Areas for improvement reported by key workers were respite care (18%), supported
living (15%), and improvements to services (14%) in terms of better care planning,
reviews, consistency in social work staff and funding. A particular gap noted by the
authors was respite care for young people aged 16 and over as facilities, unless in
exceptional circumstances, excluded this age group. Recommendations from the
study also pointed to the need for planned housing and support for disabled young

people moving from care into young adult life to ensure continuity of care.

3.2 UK Literature

Three of the studies identified for review were based in England (Baker, 2007;
NFCA, 2000; Rabiee et al., 2001). It is well over a decade since the first study
conducted by the British National Foster Care Association (NFCA, 2000) which was
based on case studies of six care leavers recruited through local social service
departments. Care leaver participants were aged 17-21 years and described as
having ‘learning difficulties’. Inability to identify young people with other impairments
was highlighted by the authors, who cautioned that findings may not be transferable
to the experiences of all disabled care leavers. Some of the participants had left care
and made the transition to adult services while others were still in care. Interviews
with the young people and their carers, social workers and careers officers focused
on how policy and practice affected this particular group of care leavers. Interviews
adopted an open questioning style to find out about the young people’s daily
activities, relationships with carers and perspectives on key people in their lives,
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making choices and independent living. Interviews were supplemented with postal
guestionnaires sent to careers officers and staff at relevant local authorities followed
by telephone interviews. Telephone interview questions were also open-ended
covering themes such as, relationships, responsibilities and support. The research
was carried out by a disabled researcher and guided by an advisory group that
included disabled people. Carers were present for the large majority of interviews
with disabled young people to support them to participate. The researcher gave
accounts of the challenges associated with minimising the influence of carers’
perspectives, thus ensuring, as far as possible, that the voice of disabled care

leavers was captured.

The study findings highlighted six main themes: leisure and social opportunities;
relationships, sex and sexuality; employment; education and training; and
accommodation. In relation to young people’s social and leisure activities, the study
found a lack of appropriate opportunities to make and maintain friendships outside
service settings. Practical support issues and restricted funding on transition to adult
services added to these difficulties. The authors argued that the social exclusion of
disabled care leavers’ was directly linked to social barriers rather than the inevitable

effects of impairment.

Most participants expressed a desire to explore and form sexual relationships.
However, disagreement among professionals as to the extent of risk of abuse and
lack of policy direction in this area restricted disabled care leavers’ ability to pursue
this aspect of life. In relation to further education and employment, most of the young
people were enrolled in further education courses for school leavers with ‘learning
difficulties’. However, social workers’ future planning in this area was ad hoc, even
though young people expressed work ambitions ranging from motor mechanics to
hairdressing following college courses. Professionals were concerned about young
people’s access to employment opportunities which tended to be limited to jobs

specifically for disabled people (usually in catering or retail).

Interestingly, the young people’s accommodation plans varied ranging from wanting
to stay indefinitely with their carers (n=2), stay with carers on a more temporary basis

(n=2), or live in their own accommodation (n=2). In contrast, service providers
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highlighted supported accommodation or group homes as the most likely option on
leaving care. When young people stayed in the same placement after leaving care,
there was confusion about carers’ options, status, rights and responsibilities. In
terms of finances, confusion was expressed in almost all cases by carers. None of
the young people were receiving direct payments and there was evidence that
resources were generally tighter for adult services than children’s services. The
overall planning of the transition to adult services for the young people was poor.
The process was often abrupt with care leavers experiencing a reduction in support
when they moved to adult services. Overall, the authors recommended better
planning and more resources to support disabled care leavers’ transitions to adult
life. They also suggested that disabled care leavers’ views and experiences should
inform decisions about service development in this area, based on their finding that:
“this most vulnerable group of care leavers is actually the least well served by the

split between children’s and adult’s services” (2000:79).

Rabiee et al.’s (2001) later study identified 131 disabled young people who were
living in, or had left public care. From this number, 28 disabled care leavers aged
16-19 years old were selected to participate in individual semi-structured interviews.
Most young people in the sample were regarded as having "some form of learning
difficulty (mostly undefined)" (2001:16). However, most had more than one
impairment including additional health needs, communication, physical or sensory
impairments. The authors found that although these young people were labelled as
disabled by their local authority, not all the young people viewed themselves as
such. Again, this study was small scale and confined to one, albeit diverse, English
local authority. However, rich qualitative data was collected and the presentation of
the stories of ten of the participants provides a valuable insight into the everyday

issues that are important to disabled care leavers during their transition to adult life.

Many of the issues that mattered to participants were similar to those described by
non-disabled care leavers, and others were more specific to the experience of
disabled care leavers. For example, disabled young people’s often left care at an
older age as they stayed at school until the age of 19. However, despite this potential
for delayed transitions from care, due to a lack of information and the limited

involvement of care leavers and their carers in future planning and decision making,
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unplanned and abrupt transitions from care were still experienced. In addition, the
study found that many disabled care leavers, particularly those with ‘mild’ or
‘moderate’ learning difficulties “fall through the gap between mainstream services
and disability services” (2001:40). However, those who had committed advocates

tended to do better in terms of achieving goals.

The traditional governmental focus on education and employment for care leavers
seemed at odds with the study findings regarding options available to disabled care
leavers. Few disabled young people had been expected to think about employment
at all, nor did the adults in their lives have high expectations regarding their future
independence and citizenship. Although many were enrolled in training courses,
there was low anticipation that employment would follow.

Disabled young people were more concerned about relationships and future
independence than professionals. Interviews with disabled young people centred on
how they could make friends, where they would live and if they would have enough
money. Young people experienced significant challenges in forming and maintaining
friendships which were rarely outside the service context. Those who stayed in the
same long-term foster family had more opportunities to stay in contact with friends
outside this context. The study highlighted the lack of support and understanding
from professionals towards disabled young people’s sexual needs or preferences
and low expectations for self-determined life, even when care leavers expressed a
desire for such. Not all participants wanted to live independently and, of those who
were, “few were managing well” (2001:38). The needs and wishes of disabled care
leavers regarding accommodation were restricted by the availability of vacancies in
adult services. Housing choices were often denied due to lack of support for
independent living. In addition, there was a tendency for young people with multiple
impairments, especially if this included communication impairments, to move to

residential care on transition from children’s services.

Baker’s (2007) longitudinal study of disabled children’s experiences of permanency
in the care system followed the care career trajectories of disabled foster children
over three years. Longitudinal data mainly drawn from postal questionnaires,
completed by social workers, family placement workers and carers, was collected at
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three points in time on foster children of all ages who were identified in seven local
authorities in England. The first phase of the study involved the examination of a
cohort of 596 children who were looked after on a particular day in 1998 and had
been with their foster carer for at least three months. The children were followed up

one and three years later.

In this study, respondents were asked to indicate if the child was considered
disabled on three different occasions over time, with different respondents. In some
cases, all of the respondents agreed as to whether a particular child was disabled or
not. In other cases, they disagreed. It was decided to group the children into three
classifications as a result: ‘clearly disabled’, ‘not disabled’ and ‘contested’.
Respondents were also asked to indicate the areas of ‘difficulty’ and their responses
were grouped into two categories: ‘learning impaired’ (learning, behaviour and
communication) and physically impaired (mobility and sensory to include seeing and
hearing difficulties) (2007:1178).

The study found that the majority of disabled young people over 18 were in
independent living (59%). Interestingly, 34% of the disabled young people over 18
had remained with their foster carer (as either a foster or adoptive placement)
compared to 10% of non-disabled young people who had slightly higher rates of
return to birth family (11% for non-disabled group and 7% of disabled young people)
and much higher rates of independent living (79%), particularly in comparison to

young people defined as ‘learning impaired’ (Baker, 2007: 1182).

In terms of achieving permanency regarding stability of placement, those young
people who were labelled as ‘clearly disabled’ fared better than those whose
disability was classed as ‘contested’ who were more likely to have experienced
placement disruption. Interestingly, although overall the likelihood of achieving
permanency drops as children grew older, the ‘clearly disabled’ group fared better

than the ‘contested’ or non-disabled group at an older age.

Baker (2007) emphasised the continuing support needs of disabled young people as
they move into adult life and questioned the suitability of some of the continuing
foster placements which ranged from supported lodging to adult fostering or
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continuing child placements. Inadequate support for young people who had ‘learning
impairments’ but did not meet eligibility criteria for adult disability services were of
particular concern. None of the young people living independently were considered
to be ‘doing very well’ (2007:1184). Their former foster carers and placement
workers expressed "grave reservations about their circumstances and rated
independent living poorly in terms of offering long-term security and safety”
(2007:1184). Young people were not as concerned about their progress but did
disclose difficulties relating to budgeting, social isolation and unemployment.

Based on this study, Baker (2007) made a series of recommendations beginning
with the requirement that social services adopt more effective procedures for
identifying and monitoring all disabled children in the public care system. Targeted
improvements in the outcomes for disabled care leavers should be centred on the
aspirations of the young people themselves and secure financial arrangements to
enable disabled young people to remain with their carers. Foster carers also need to
be involved more in transitional planning and supporting young people once they
have left care. In addition, Baker (2007) recommended that: professionals working
with these care leavers should have knowledge of both disability and care issues;
further education and work opportunities should be expanded; and collaboration
between child and adult services should be enhanced. Limitations of the study were
related to the subjectivity of respondents’ perspectives highlighted by the variance in
their views on whether or not children were disabled. However, the study usefully
provides insights into the care careers of a range of disabled children and young
people and the needs of disabled care leavers, allowing for comparisons to be drawn

with the non-disabled population.

3.3 International Literature

Seven international studies based in Australia, United States and Canada were
identified for review (Ellem et al., 2012; Fudge Shormans and Rooke, 2008;
Goldblatt et al., 2010; MacDonald, 2010; Mendes et al., 2013; New South Wales
Ombudsman, 2004; Schmidt et al., 2013). No studies were identified in European
countries outside the UK.
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Fudge Shormans and Rooke (2008) conducted a small-scale qualitative study in
Canada on the lack of adult living placements for care leavers with intellectual and/or
developmental disabilities. Some of their participants also had additional needs
related to mental health, physical disabilities or behavioural needs. The authors
acknowledged that accessing their sample of five care leavers (aged 19-21 years)
through gatekeepers (carers and staff) produced a biased and limited sample, further
compounded by having only one interview per young person. In addition, as
research guides were developed by focus groups of carers, social workers and other
staff, a potential directing effect on the research was conceded. These shortcomings
however, did not reduce the quality and depth of data generated in interviews with
the young people themselves, as well as focus groups with carers and staff.
Additionally, the reflexive reporting of the research process provided useful insights
into the conduct of qualitative, participatory research with disabled care leavers.
Data from the care leavers was supplemented with four focus groups (involving 24
professionals/carers) including: five social workers working with disabled care
leavers; four social workers from a community agency working with young people

who had left care; ten foster parents and five staff from children’s residential care.

Findings of the study pointed to the consequences of inappropriate placements,
which ranged from staying in children’s foster or group homes to being placed (often
abruptly and without choice) in supported adult placements including settings for
older people. The authors highlighted the increased vulnerability of disabled care
leavers who had very limited access to adult advocates and protection. The shortage
of appropriate adult placement options resulted in young people being forced to stay
in children’s residential care with continued uncertainty about when they may leave.
This situation was challenging for service providers who were reluctant to move
young people into an uncertain adult world with no support but were under statutory
pressure to discharge young people from care. Those most at risk of falling between
the gaps in services were: young people with borderline intellectual disabilities who
were often not eligible for adult services; young people with a dual diagnosis of
disability and mental health issues as there no consensus on who is responsible for
meeting their needs; and young people presenting with challenging behaviour who

were viewed as a more difficult group.
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Disabled care leavers experienced separation and loss of significant relationships
and supports and variation in philosophy and practice across child and adult
services. These challenges were reported to have a detrimental impact on the young
people’s physical, mental, emotional and social wellbeing. Young people in this study
emphasised their aspirations to move into adult lives characterised by self-
determined lifestyles, social inclusion and independent living. They expressed
awareness of adult responsibilities (including managing own behaviour and self-
care) and acknowledged their need for continued support but wanted opportunities to
make decisions about adult living placements and individualised supports that would
meet their transitional needs. The importance of individual support and ‘readiness’ to
move on was also emphasised by professionals to avoid placement breakdown and
multiple moves. Indeed, the study found that inappropriate placements often broke

down resulting in further crisis and change for the young person.

Deficits in appropriate accommodation were associated with lack of resources and
availability. Service developments in this area were hindered, according to the
authors, by concern about the costs of expending adult accommodation options for
disabled care leavers. Other factors in this shortfall were changing socio-political and
economic priorities; lack of co-ordinated planning between child and adult services;
and inconsistency in ministerial and departmental commitment. The authors also
highlighted the impact of negative societal attitudes which devalued people with
intellectual disabilities. The consequences of inadequate provision for care leavers
included homelessness, deterioration in mental health and contact with the criminal
justice system. The authors also expressed concern about young people returning to
their birth families due to the lack of alternative options where the risk of violence

and abuse was high.

Schmidt et al. (2013) conducted a study on restrictiveness among 207 care leavers
with (n=124) and without disabilities in one urban area in the United States. These
young people were aged between 16 and 18 years old and were transitioning from
foster care placements. The sample was constructed by cross referencing details of
young people under the guardianship of child welfare services in one targeted area
with records of special education and use of developmental disabilities services. Of
the total 207 young people, 124 were in special education and 51 were accessing
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developmental disability services. These young people were surveyed to examine
their experience of restrictiveness in the categories of communication, mobility in the
home and community participation. The majority of the cohort with special
educational needs had intellectual, learning or ‘emotional/behavioural’ impairments

(83.8%) and 28% had more than one impairment.

The study found that disabled young people (in special education or developmental
disability services) transitioning out of care were significantly more likely to be placed
in specialised care settings than non-disabled young people. Indeed, 88% of the
youth receiving developmental disability services lived in specialised care
environments. They were also more likely to perceive their placements to be more
restrictive across the three areas examined. This was particularly the case for male
disabled care leavers and white disabled care leavers. The authors indicate that the
findings suggest higher levels of restriction for disabled males which may be linked
to a service response to behavioural difficulties. The study is limited by the relatively
small sample size in one geographical area, use of service categories to define the
sample and use of single survey questions to assess restrictiveness. However, the
study usefully highlights inequalities in placement restrictions for disabled young
people in care which are likely to impact on their preparedness for transitioning to
adult life.

All of the other international studies reviewed were based in Australia. The first was
a review of transitional support for disabled care leavers conducted by the New
South Wales Ombudsman (2004). Based on data on 1,299 young people in care
aged 15-17 years old provided by the Department of Community Services, 198 care
leavers were identified as disabled. The review focused on a snapshot of 27 of these
young people who turned 18 in the year of the study and were identified as having
autism or intellectual disabilities (15 of these care leavers had more than one
impairment, including 5 diagnosed with a mental iliness). For five young people who
would leave care at the start of the study (March 2004), care plans and minutes of
the most recent case conferences. The use of existing data can be problematic for
researchers as they have no control over how data was collected or biased. In
addition, records may contain inaccuracies or have major omissions. Despite these

weaknesses, however, statutory records can be a useful source of information about
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the characteristics of care leavers and their access to support services. For the other
22 young people, interviews were also conducted with case workers, other service
providers, significant people in the care leavers' lives and, where possible, the young
people themselves. Sixteen of the care leavers were Anglo Australian, five were
Aborginal, and five were from ‘'culturally and linguistically diverse backgrounds'. The
report does not provide any further details on cultural differences within the
population sample in relation to variation in care leaver experience. Interestingly, 20
of the care leavers still had birth family contact, although this had reduced over time
for many. Staff had concerns about the drug or alcohol misuse for 10 of the young
people and 13 young people had contact with the police of juvenile justice system.
Seventeen of the young people had a history of multiple placements and 16 were in
their current placement for a year or less. These sample characteristics provide
some insight into the additional needs of this group requiring higher level of support

during and after the transition from care.

Two young people missing at the time of the review were living independently in
rented or transient accommodation. For two other young people, the leaving care
plan was to remain indefinitely with their foster carers. For the remaining 23 there
were plans to move to: independent living (n=14); alternative supported
accommodation (n=7); or return to birth family (n=2). Staff expressed concern about
some young people who had returned home and or lived with partners in
relationships considered to be exploitative. It was indicated that these young people

depended on these relationships for financial and emotional support.

Entitlement to supported accommodation did not guarantee a smoother transition
usually as a result of inadequate planning and service coordination. For disabled
care leavers requiring supported accommodation, leaving care planning was
required to commence two years before discharge. However, for the majority of
disabled young people in this study, leaving care planning began six months or less
before discharge (n=19); and for those eligible for supported accommodation
services, leaving care planning commenced between four and twelve months before
discharge. For seven of the 27 young people, leaving care conferences either did not

occur or took place weeks before or after they left care.
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Young people not eligible for adult disability services, supported accommodation or
casework support, found it difficult to access services despite ongoing support
needs. Some of these young people moved to independent living arrangements
despite caseworker concerns about their lack of capacity to do so. Some case
workers linked these young people to other disability or adolescent support services
at the time of discharge, where they could access drop-in and mentoring support.
Indeed, the review found that many of these young people continued to receive
support from children's services after their 18th birthday. Indeed, 8 young people had
their placements extended to allow them to finish schooling and two had extended
placements to allow completion of employment training. However, for some, the only
support available was a referral from children's services to aftercare support services
which were not funded to provide the long-term or intensive casework this particular

group required.

Although the study found wide variation in the extent and quality of leaving care
plans, characteristics of successful transitions were identified in many cases.
Subsequently, the review recommended earlier leaving care planning involving
disabled young people and adopting an inter-agency approach. More timely
specialist support and/or adolescent services prior to discharge from care and after
transition from care were also necessary to meet the needs of this population.
Finally, it was recommended that assessment and leaving care plans should:
address skills and knowledge deficits; clearly identify goals, roles and

responsibilities; and be regularly reviewed to keep updated on progress.

The second Australian study was an evaluation of a leaving care programme in New
South Wales providing support for disabled young people 18 years and over who
were transitioning from state care (Edwards, 2010; Goldblatt et al., 2010). The
programme aimed to prevent homelessness and contact with the criminal justice
system. The evaluation examined the effectiveness of the three models within the
leaving care programme: alternate family placement, group home and drop-in-
support. Young people had access to a range of services within these programme
including: accommodation support, maintaining current foster placements; vocational

opportunities; a leaving care mentoring service; and opportunities for community
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participation. The evaluation examined programme effectiveness and outcomes
using a range of methods including: administrative data analysis; a survey of 61
young people (23 of these completed by phone or face-to-face interview); and 15
case studies (young people, family/carers and case workers). Most young people
needed assistance to complete the surveys, usually from their carer or case worker.
Additionally, evaluators consulted with stakeholders from government, service

providers and non-governmental organisations (28 consultations with 39 individuals).

Administrative data on 193 young people engaged in the programme indicated that
they were mostly aged between 18 and 21 years (75%), often had more than one
impairment type (most commonly intellectual and physical [n=30] or psychiatric
[n=29]), and had more males (62%) than females (38%). More than four fifths
(83.4%) were described as having an intellectual disability. Others had physical or
psychiatric impairments or autism. Almost a fifth of the young people were defined as
Aboriginal. Less than half of the participants had a leaving care plan and only 18 had
contact with the criminal justice system.

The survey population was approximately two thirds male and mostly aged 20-21
years. One fifth were indigenous Australians (n=12). Half of the young people were
engaged in community participation activities (informal and formal supported
activities). One fifth stayed mostly at home, almost a third were doing college
courses (32%) and nearly one fifth (18.6%) were involved in a work training
programme. None of the young people were in full-time employment however, just
over a quarter (27.1%) were working either volunteer or part-time, casual work. Only
5 young people had been homeless however almost a third (30.5%) had been in
contact with the justice system (much higher than the administrative data reported
above). However, the authors expressed caution about this finding as the survey
guestion was broad and may have been interpreted differently. Indigenous young
people were more likely to have contact with the justice system since leaving care
(45.5% compared with 28.9%), however this difference were not significant.
Indigenous respondents were also more likely to experience independence with half
of non-Indigenous young people being in a group home compared to one quarter of
Indigenous respondents. Interestingly, none of the indigenous respondents were
living with a relative or in kinship care, compared with 10.9% of non-Indigenous
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respondents. Young people who lived in foster care stayed in care for longer. Kinship
care placements had a wide range of years of stay whilst group homes and
houses/flats had a similar duration of stay of 1.9 years. Those in kinship care were
more likely to spend their time at home whilst those in a group home were more
likely to be engaged in college courses. The majority reported being happy or very
happy with leaving care planning (76%) and most had at least weekly contact with
their support or key worker (75%) and were generally happy with the support
received. Those who reported being unhappy were also less satisfied with current

living arrangements.

The case studies involved interviews with the young person and their support
worker/carer and reviewing the young person's leaving care plan. The authors report
that support workers or carers were present for most interviews with young people
however, no further details are provided on the rationale or impact of the presence of
staff or carers on the interviews with young people. Observations of group homes
and a day programme were also undertaken to supplement this data. The 15 case
studies included young people in a range of accommodation settings (three in
alternative family placement; six in group homes; six in drop-in support) with four
young people receiving intensive 24 hour residential support in drop-in settings or
group homes. The authors raised concerns about the appropriateness of this high
cost level of support often focused on behavioural management or harm
minimisation and questioned whether it met disability support needs or presented
opportunities to develop independent living skills and experience 'normal’ home
living. Some young people expressed a desire for more independence however,

intensive contact with support workers made it difficult to achieve this goal.

Young people ranged in age from 18 to 22 years, including seven females and eight
males. Three participants were Aboriginal and the authors defined another four
participants as being from culturally and linguistically diverse backgrounds. The
majority of young people were defined as having an intellectual disability (13 or
87%). Three young people had multiple impairments and very high support needs,
three had autism and three were visually impaired or blind. Two young people had a
psychiatric disability. At the time of interview, three young people were still at school,
eight had finished school, one was completing school studies at the local college,
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two had left school before finishing and one had been expelled. Five young people
were attending a community participation programme. These day programmes were
viewed as unsuitable for higher functioning young people, particularly those who did
not self-identify as disabled. However, structured peer group activities and skills
development were important components of these programmes for some young
people. Only one young person attended a transition to work programme however, a
couple had started such programmes and left early. Nine young people were
attending local colleges and all were positive about this experience as they were
developing new skills for future employment or independence and forming new
friendships. None of the young people were in full-time paid employment, two were

classified as unemployed and two had part-time work for a small payment.

The authors reported that young people were accessing required supports and
individualised services. Positive aspects of services provided included: protection
from harm, connections to mainstream community activities, support with daily living
skills and stability in post-care placements. Alternative family placements were the
most stable placements with three young people availing of this accommodation
option by remaining with their foster or kinship carer when they left care. These were
consistently caring and stable placements, often supported by respite care which
offered peer support to young people and a break from caring for their carers. There
was concern, however, about the over-protectiveness of carers in these settings
including their focus on the young person's impairment rather than abilities and the
lack of planning for the future when ageing carers were no longer able to care.
Training for foster carers was recommended to raise their awareness and increase

opportunities for promoting independent living skills for young people in their care.

Those in group care also maintained stability in placements as they usually lived in
one group home for some time. There were mixed views among young people living
in group homes mainly due to group dynamics between residents. Most of these
young people had multiple impairments and high support needs which the
researchers considered to be well met in the group home environment as it provided

peer and staff support with daily living.
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Others accessed drop-in support models aimed at those more able to live
independently where accommodation options ranged from tenancies in public or
community housing (n=2), living in grandparent's home (n=1) or accommodation
leased by the leaving care services (n=3). Those accessing drop-in support were
more likely to experience changes in accommodation in comparison with other
placement types, however, they were able to maintain contact with the same support
worker. Securing suitable social or independent housing was challenging and time

consuming, demanding more individual support from workers.

A range of transitional experiences were evident in the case studies ranging from
continuity of service provision to cessation of support when young people turned 18
years. Those already in out-of-home care did not experience significant change as
they often remained with the same accommodation and support workers. For others,
the transition from child to adult services was a time of much anxiety and confusion
which led to some disabled young people running away or moving into a self-
selected or birth family settings without necessary supports and where they were at
risk of exploitation. Efforts were made to involve young people in leaving care
planning meetings however a small number were not involved in decisions about
their post-care arrangements or aware of their right to participate and make
decisions about their future, particularly those with more significant levels of

impairment.

Interestingly, the role of birth families in the young people lives was highlighted as
generally being a positive source of practical and emotional support, despite
complex and sometimes difficult family relationships. At least ten young people
maintained contact with their birth families and, for some, these relationships had
further developed since leaving care. For those who did not have contact with birth
family, feelings of pain and loss were reported. For Aboriginal participants, birth
families helped to connect young people with their culture however, as a result of
difficult family histories some Aboriginal did not identify strongly with their cultural
heritage. Support workers played an important role in supporting connections with
birth families and assisting young people to re-build these relationships. The authors
suggested this was particularly important for Aboriginal or culturally and linguistically
diverse young people in terms of supporting positive cultural identities. Interestingly,
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Aboriginal young people were more likely to access drop-in support compared to
other young people (41.2% compared to 24.5%) whilst those not identified as
Aboriginal had higher rates of group home support (40.3% compared to 29.4%).

Service providers emphasised the importance of early planning and referral for
accommodation when the young person turns 16 years as an integral part of their
leaving care plan and a six month review of accommodation to ensure it is
appropriate and avoid placement breakdown or homelessness. Concerns were
expressed about a lack of understanding of the broader eligibility criteria applied for
young people to gain access to disability services which resulted in the exclusion of
some young people with multiple and complex needs (including challenging
behaviours or high support needs) who were not yet diagnosed with an impairment.
Joint disability awareness training for staff across sectors was recommended to
assist in the identification of young people eligible for the programme. However,
there was also concern about other groups being excluded from the programme due
to eligibility criteria, who may have no access to support staff or advocates and
experience the lengthiest wait for housing. This was particularly relevant to
Aboriginal and culturally and linguistically diverse young people as parental
responsibility remains with the birth family and the service is only offered to those
under statutory care. Indeed, a general lack of Aboriginal specific services was noted
for care leavers from rural and regional areas. A community oriented approach was
recommended to engage with the wider family network and Aboriginal community
which could be supported with the employment of more Aboriginal case workers and
mentors. Edwards (2010) also highlighted particular concerns for disabled young
people relinquished by their family in respite care settings who were not engaged

with leaving care services.

There were also difficulties for: young people aged 17 who were not eligible for
group home accommodation until they turned 18 years; young people who were
homeless or persistently abscond; and young people who did not identify as being
disabled (particularly those with mental illnesses) due to concerns of stigma who
require a different approach from the leaving care programme.
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Key priority areas for the future development of the programme included: great
participation of disabled young people in planning and decision making; stronger
connections with Aboriginal families and communities; better co-working across
services at transition points; systemic, regional efforts to increase the range of
appropriate housing options; greater access to educational and vocational
opportunities; more open eligibility criteria for access to services; and a stronger
focus on developing capacity, emotional wellbeing, social relationships and the
independent living skills of disabled care leavers in transition.

MacDonald (2010) reported on another Australian study focused on young people
with intellectual disabilities exiting statutory care in Brisbane. A total 