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PREFACE

This doctorate study responds to the lack of housing for people with disability to
address their needs or desires to have their own home. Governments in Australia
have neither planned for nor invested in sufficient, good-quality housing for adults
with a disability who are over 18 years of age and who live with family or friends
but need or want to choose their own home. Some of these women and men
(referred to as ‘adults’ in this thesis') are excluded from mainstream social
housing systems and specialist disability housing such as group homes (National
People with Disabilities and Carers Council 2009) because they are not
considered homeless or needy enough. Yet many of them, and their families who
encounter the costs associated with disability, are financially disadvantaged.
This study presents 11 case studies where new homes were established for
more than 44 adults. Few case study participants had the resources to purchase,
build or rent the housing component to establish the adult's own home in the
communities that support them day to day. Individual funding for the paid support
component to enable adults to live independently from their family caregiver was
made available in New South Wales and the Australian Capital Territory in
anticipation of the emerging National Disability Insurance Scheme (NDIS), which
commenced in 2013.2 This thesis presents the creation of the adult's own home
as a significant achievement of families — and of not-for-profit non-government
organisations (NGOs). These new homes were conceived before NDIS funding
was available where families and adults did not have sufficient financial means
to fund paid support, housing or both. This study is relevant for adults who are
not eligible for the NDIS, or who are eligible for NDIS funding for paid support
but not eligible for NDIS funding for accommodation in Australia. The success of
the recently established specialist disability accommodation (SDA housing)
system in Australia, funded under the NDIS, is outside the scope of this study,

although some of the housing in the case studies is now classified or ‘enrolled’

! Daughters and sons with a disability are referred to as ‘adults’ or ‘adults with disability’ because they are
over 18 years of age. This thesis also uses the terms ‘daughter’, ‘son’, ‘child’, ‘children’, ‘person’ and ‘people
with a disability’ if appropriate in the particular context. In relation to NGOs, these adults may be called a
‘client’, ‘person with a disability’ or ‘people with disability’. ‘Person with a disability’ and ‘people with disability’
includes children and other people with a disability who are not adults in a case study.

2 Bostock et al. (2004, p. 48 citing Lord & Hutchison 2003) described the worldwide movement towards
individual funding for support paid direct to the person rather than a service provider, including the grants
paid to individuals for their purchase of support services in Western Australia from 1993.
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as SDA housing. The SDA housing system, as well as policy that underpins it,

will need regular, independent evaluation over the coming years.

This study of activities and strategies to secure government funding for housing
and paid support has five aims. First, it investigates the role of families and NGOs
as advocates and change agents. Both families and NGOs acknowledged,
listened and responded to the voices of adults whose housing needs had been
neglected by governments. These families engaged in advocacy to meet the
housing needs of these adults, as well as the housing goals and objectives of
their daughter or son. Second, this study explores the activities and strategies
undertaken by families and NGOs as allies of the adults (Panitch 2008). Both
families and NGOs garnered broader support for the objective of establishing the
adults’ own home and institutional support to commit funding to achieve this
objective. Third, it listens to the voice of families and NGOs who were found to
create new homes in new ways, where traditional disability services and housing
systems had not done so. In this thesis, these separate housing systems and the
housing assets within them—both mainstream and specialist disability housing—
are collectively referred to as ‘social housing’.? Fourth, this study acknowledges
the lifelong service-providing and caregiving role of parents, other family
members, carers and friends. It demonstrates the shifting roles of traditional
institutions, whereby families became designers and/or providers of government-
funded housing services and chose the key workers to deliver paid support.
Parents worked within, around and across traditional service and system
boundaries to secure resources and implement their designs, create more
housing options and ensure better services when governments and service
providers did not do so. Their volunteering, organisation, housing advocacy and
home-making activities are different facets of unpaid caregiving. Fifth, this study

3 Family and Community Services (FACS), a former agency of the NSW Government, defined social
housing to include public, community and Aboriginal housing in NSW, all of which are described as ‘secure
and affordable rental housing for people on low incomes with housing needs’. FACS and other government
agencies do not include specialist disability housing, such as group homes or other NDIS-funded (SDA)
housing in the description of social housing (https://www.facs.nsw.gov.au/housing/help/ways/social-
housing, last viewed 2 October 2019). However, this thesis includes group homes and other SDA in the
term ‘social housing’ in order to mitigate segregating housing systems in conversation, mindset and usage.
The availability of capital funding for SDA does not of itself segregate that type of housing from other housing
(e.g. AccessAccom’s Penrith Sheffield Quarter combines SDA usage apartments with apartments for other
tenants).
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shares what these parents and NGOs have learned from the action they took,*
what worked and did not work, and the importance of the communities they
supported or constructed.

Across each case study, self-determination, control and choice were highly
valued. Parents frequently made decisions for or with their children. This included
decisions made with and on behalf of a daughter or son with a severe or profound
limitation relating to a disability. A severe or profound limitation is described by
the Australian Bureau of Statistics (ABS) Survey of Disability, Ageing and Carers
(SDAC) as a limitation with the greatest need for help, assistance or support with
activities (ABS 2018). Due to the type of disability and support needs of each
adult, it was the system-level activities of parents and NGOs that attain the
housing and paid support. They enabled the transition away from living with
families, and they created choice, which the adults were not able to do
themselves. The researcher was cognisant that the interests and priorities of
adult daughters or sons and their parents can differ (Curryer, Stancliffe & Dew
2015). However, it was not the purpose of this study to identify those differences,
or to study the adults’ participation in system-level choice (although data were
collected on individual wishes and preferences communicated by the adults to
their parents). In this sense, the study is not family research. Importantly, the
new homes these parents and not-for-profit NGOs established brought more
people and community into the lives of each family and adult.

4 They developed new, stronger tactics when their polite requests for assistance and better services failed
(Panitch 2008, p. 7).
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ADHC Ageing, Disability & Home Care, a Department of Family and
Community Services (NSW)

CDLS Cornelia de Lange syndrome

CHP Community housing provider

CRA Commonwealth Rent Assistance

DADHC Department of Ageing, Disability & Home Care (NSW)

DSP Disability Support Pension

EMES European Research Network (named after the emergence of
social enterprises in Europe research program)

FACS NSW Department of Family and Community Services

HILDA Household, Income and Labour Dynamics in Australia

HOME Home Owners Mutual Enterprise

HREC Human Research Ethics Committee

ISL Individual supported living arrangements

ILO Individual living options

NDIA National Disability Insurance Agency

NDIS National Disability Insurance Scheme

NFP Not-for-profit

NGO Non-government organisation

NSW New South Wales

PaRA Parent-assisted residential accommodation

PwD People with disability

RASAID Ryde Area Supported Accommodation for Intellectually
Disabled Inc.

SAIF Supported Accommodation Innovation Fund

SDA Specialist Disability Accommodation

SDAC The Survey of Disability, Ageing and Carers

SIL Supported Independent Living

SILC Supporting Independent Living Co-operative

SRV Social Role Valorisation
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SSDAAG

Sutherland Shire Disability Accommodation Action Group

TEPSIE Theoretical, Empirical and Policy Foundations for Building
Social Innovation in Europe

UK United Kingdom

usS United States of America




GLOSSARY

XX

ACT Housing

The agency of the ACT Government that manages
public housing in the ACT.

Ageing, Disability &
Home Care (NSW)

Formerly a division of the NSW Department of Family
and Community Services that funded or provided
disability services and support accommodation
including group homes.

Benambra Intentional
Community

The public housing development in which the
intentional community is located in Canberra.

Carer and caregiver

A person who provides care, support and other
assistance to a person with a disability. Caregiver is a
term used to refer to unpaid parent caregivers.

Community housing

Community housing is a type of social housing rented
by a community housing provider to people who need
housing. Some of the properties rented out by
community housing providers are owned by or
subject to the interests of a government agency or
government-owned statutory corporation of a state or
territory government.

Community housing
provider

A community housing provider is a company or co-
operative registered as a community housing
provider under the Community Housing Providers
(Adoption of National Law) Act 2012 (NSW) and the
National Regulatory System for Community Housing.
It is a non-government organisation that provides a
type of social housing on behalf of a state or territory
government.

Commonwealth Rent

A non-taxable income supplement paid by the

Assistance Australian Government to eligible people to help
them pay rent, excluding rent for public housing.
Disability ACT Disability ACT was the ACT Government agency that

funded disability services in the ACT before the NDIS
commenced.

Disability Royal
Commission

Australia’s Royal Commission into Violence, Abuse,
Neglect and Exploitation of People with Disability.

Disability Support
Pension

An Australian Government payment to help cover
rental costs for eligible people.
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Family and
Community Services
(FACS)

FACS was a department of the NSW government
until its functions and responsibilities were transferred
in 2019 to a newly formed cluster agency called the
Department of Community and Justice.

Group home

A dwelling where a number of people with disability
live together in a domestic setting with or without paid
support whether or not payment for board and
lodging is required.

HILDA survey

The Household, Income and Labour Dynamics in
Australia (HILDA) survey is a household-based panel
study conducted annually since 2001. It collects
information about economic and subjective wellbeing,
labour market dynamics and family dynamics. It is
funded through the Department of Social Services.
The Melbourne Institute at the University of
Melbourne designs and manages the study.

Housing NSW

A division of the NSW Department of Family and
Community Services.

Housing Pathways
NSW

Housing assistance system in NSW for the
management and administration of applications for
government-funded mainstream housing.

National Disability
Insurance Agency
(NDIA)

The statutory agency that implements the NDIS and
administers the allocation of NDIS funding.

National Disability
Insurance Scheme
(NDIS)

The Australian Scheme that provides individual
funding for paid support and SDA housing in
Australia.

NSW Housing
Register

A single list of people approved as eligible to wait for
social housing and remain on that list. The NSW
Housing Register is an element of the Housing
Pathways NSW system for the management and
administration of housing assistance.

Pathway or housing
pathway

A person’s experience of housing over time. The term
can also refer to a policy pathway to ensure people
can access housing, and the system that provides
policies, processes and other tools to assist people
into housing or, conversely, restrict access.
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Participant Person eligible for NDIS. Not all participants will be
eligible for SDA housing or SIL support in an SDA
house.

Productivity The Australian Government’s advisory body on

Commission microeconomic policy and regulation relating to social

and environmental issues.

Public housing

Rental housing owned and managed by FACS or
another government agency.

Quality and
Safeguards
Commission

An independent agency that regulates, audits and
enforces quality and safety of NDIS supports and
services.

Specialist disability
accommodation
(SDA)

NDIS housing payments for specialist disability
accommodation and the SDA housing itself.

SDA Design Standard

The SDA Design Standard (edn 1.1 issue date 25
October 2019) applies to specialist disability
accommodation (SDA) where an application for
enrolment is made from 1 July 2021
(https://www.ndis.gov.au/providers/housing-and-
living-supports-and-services/specialist-disability-
accommodation/sda-design-standard).

SDA housing

Specialist disability accommodation funded by SDA
under a rental model.

Social housing

Government-funded subsidised housing for people
on a low income — particularly people who receive
Australia’s Disability Support Pension, Newstart or
Job Seeker. This thesis uses the term to include
group homes and other SDA as well as public
housing and community housing.

Supported
Independent Living
(SIL)

Individual funding for independent living supports
under the NDIS.

Survey of Disability,
Ageing and Carers
(SDAC)

A survey undertaken and published by the Australian
Bureau of Statistics semi-regularly. SDAC surveys
were conducted in 2012, 2015 and 2018.
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ABSTRACT

This study explored the activities, strategies and transactions of parents and not-
for-profit non-governmental organisations (NGOs) that acquired resources and
created the power to establish new homes for adults with a disability. The study
used theories of institutional entrepreneurship, power, social entrepreneurship
and social innovation to explain the interaction between families, the state (as
provider of individual funding for paid support or housing) and NGOs to create
more housing for adults with a disability. These families and NGOs took action
when traditional specialist and mainstream housing systems were constrained
and difficult to access. Innovative models of housing, support and community
were created or supported by these families and NGOs working with other
people, organisations and institutions. These initiatives, which combined
resources and inputs from different sectors and systems to meet housing needs

in new ways, are presented in this thesis.

Qualitative data collection involved semi-structured interviews and document
analysis in 11 case studies where new homes were established for more than 44
adults. In six family case studies and five NGO case studies, parents and NGOs
were economic actors and bricoleurs who became innovators who refused to
accept limited financial resources as a reason why these adults could not have
their own home. Cross-case analysis using Engestrom’s (2001) cultural-
historical activity theory revealed the importance of: family advocacy,
empowerment through collective action with other families, allies and resources
drawn from the parent or NGO’s community or network; institutional
entrepreneurship through organisation forming, new models of housing with paid
support and governance models; institutional support from like-minded
politicians, bureaucrats and NGOs; and bricolage, where families and NGOs
combined bits and pieces of resources and other inputs to establish housing and
deliver paid support in new ways. Families and NGOs in the case studies were
empowered to attain new homes through their persistence, individual funding

received from government, and capital funding where needed.

The study demonstrated that the institutions of family, the state (through
government and politicians) and the not-for-profit sector (through NGOs) can

achieve new models of housing and support when they collaborate, combine
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resources and act together without regard for sector boundaries. In short, these
actors achieve more together than they could achieve alone. To encapsulate
their efforts, this study presented the development of their organised action,
purposeful networks, collaboration and shifting power relationships, giving effect

to the voice of parent advocacy, collective action and family groups.
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