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Background
Work Program 4 of the Centre of Research Excellence in 
Disability and Health (CRE-DH) is conducting a five-year Delphi 
study to perform multiple iterations of data collection with 
an expert panel of key stakeholders involved in disability 
and health policy. Data collection will take place twice yearly, 
consisting of an in-person or phone interview and an online 
survey. The Delphi study expert panel functions as a “Policy 
Lab” to identify stakeholder issues, map current and emerging 
policy concerns, and allow for the development of innovative 
ideas on policy reform. Data generated from the Policy Lab 
will be shared with the other Work Programs of the CRE-DH 
to facilitate and guide evidence knowledge and production, 
which in turn will be fed back to the Policy Lab. In this way, 
a dynamic feedback loop between all work programs will 
operate over a sustained period, creating a multi-disciplinary, 
cross-sectoral exchange of knowledge.

Purpose
The purpose of this report is to provide a descriptive account 
of the findings from the first round of interviews conducted 
through the Policy Lab in October-December 2017. These 
interviews focused on three critical areas:

1. The health inequities experienced by working-age  
 (15 to 64 years) Australians with disability 
2. The current effectiveness of policy in this area 
3. Proposed policy objectives to address identified issues

In keeping with the Delphi design, the report also functions 
as feedback to the Policy Lab. The aim of providing feedback 
after each round of data collection is to:

• Allow the Policy Lab Members to hear views/ideas  
from different sectors/settings & gain information on  
what might be needed on the policy agenda

• Help generate new ideas and increase depth  
of understanding

• Encourage individuals to consider issues over time & 
examine their opinions, motivations, and behaviours which 
can potentially shift viewpoints and facilitate learning

• Overcome a dominant single viewpoint dominating  
policy discussions

Key findings 
This section provides a summary of the key themes and issues 
raised by Policy Lab Members in the first round of interviews.  
Five areas were explored in the interviews namely health 
inequities, social determinants of health, the evidence base 
in disability and health, effectiveness of current policy, and 
future policy objectives in disability and health.

Health inequities
The Policy Lab unanimously agreed that working-age 
Australians with disability experience significant health 
inequities that are related to a number of social determinants 
of health. The term health inequality is generically used to 
describe differences or variations in the health of individuals 
or groups (1). Any measurable aspect of health that differs 
between individuals or across socially relevant groups can 
be termed a health inequality (2). Health inequity on the 
other hand refers to inequalities in health that are not only 
unnecessary and avoidable but are also deemed unfair or 
unjust(1,3). Access to health services and experience when using 
health services for people with disability was the key theme 
to emerge from the discussion on health inequities. This is 
impacted by a range of factors which can be grouped into 
three sub-themes: 

1. Geographical factors
• Living in rural/remote regions
• Physical accessibility issues

2. Demographic factors
• Socio-economic disadvantage
• Aboriginal and Torres Strait Islander people  
 experience greater inequities
• People from culturally and linguistically diverse  
 backgrounds experience greater inequities
• Impairment type  

- People with intellectual disability are particularly  
 disadvantaged in being able to access health  
 services, or have choice and control in accessing  
 and using health services

• Gender 
- The high prevalence of violence and abuse  
 experienced by women with disability which is  
 often dismissed or not seen as important
- A lack of choice and control for women  
 with disability in sexual health issues and  
 contraception
- A lack of female doctors who have experience  
 in treating women with disability can mean  
 women’s health issues are not identified or treated  
 appropriately and that preventative healthcare is  
 not sought
- A lack of choice over carers for women with  
 disability who have to assist with daily bodily  
 functions (i.e. menstruation)

3. Organisational factors
• Hospital care issues such as:

- Lack of supports for people with disability when 
 in hospital

EXECUTIVE SUMMARY
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- A lack of understanding of disability by hospital  
 staff can impact on decisions about what should  
 be done in terms of treatment and end-of life  
 decisions. This is especially so when someone may  
 not be able to give verbal consent for treatment

- There is a lack of focus on the whole person 
 when treating someone with disability which  
 is exacerbated by the bio-medical model 
 of healthcare

• Supported care issues 
- A lack of preventative health for people with  
 disability in supported care facilities 

- Casualised workforce in supported care settings  
 can lead to inconsistency of care and reduced  
 focus on health needs

- A reliance on others for advocacy when in  
 supported care, which is often lacking. This can  
 impact on health care received and treatment  
 decisions

- Abuse and neglect of people in supported care
• Health professional training and communication

- A lack of appropriate communication skills by  
 some health professionals when treating people  
 with disability

- A lack of knowledge on the part of health care  
 professionals about what it means to have a  
 disability, which can lead to incorrect assumptions  
 which then impact treatment decisions

• Health promotion/preventative health
- There is a lack of health promotion initiatives that  
 cater for or take into account the needs of people  
 with disability

- Health promotion initiative may passively  
 discriminate against people with disability 
 i.e. buildings are inaccessible or programs require  
 skills some people with disability would be unable  
 to complete

- Low expectations of people with disability can  
 reduce participation levels in preventative  
 health initiatives

Policy Lab Members agree that these factors contextualise 
and go some way to explaining why people with disability 
have poorer health outcomes than those without disability. 
Compared with non-disabled people, people with disability 
have more co-morbidities not necessarily related to 
impairment (i.e. diabetes, obesity, smoking related diseases) 
and lower life expectancy.

Social determinants of health 
The social determinants of health broadly refer to factors 
outside the health system, such as housing and employment, 
which impact health and which contribute to health inequities.  
The Policy Lab Members identified three key areas which they 
believe are the most significant factors leading to the health 
inequities experienced by working-age people with disability 
in Australia. These social determinants are well established in 
the literature in terms of their effect on health generally, but 
are identified as critical in the context of people with disability:

1. Income/economic factors
2. Employment
3. Social exclusion
4. Housing
5. Transport
6. Education

These key social determinants are viewed as interrelated, 
impacting on one another often in self-reinforcing ways. For 
each key social determinant, a range of contributing factors 
and issues were identified. These include:

1. Income and employment factors
• Low government benefit payments
• A lack of employment opportunities for people 
 with disability
• Low pay for work performed by people with disability
• Discrimination against people with disability when  
 seeking employment 

2. Social exclusion
• Negative community/societal attitudes towards  
 people with disability
• These attitudes contribute to feelings of social  
 isolation which have flow on effects to mental and  
 physical health 
• Negative attitudes can also impact on the healthcare  
 people with disability receive

3. Housing
• A lack of affordable housing in the private 
 rental market
• A lack of social housing – even people in crisis are  
 unable to gain housing and wait lists for social  
 housing can be years
• A lack of housing which has appropriate accessibility  
 and modifications for people with disability 
• Discrimination against people with disability in the  
 private rental market

4. Transport
• Lack of public transport in rural areas
• Public transport which doesn’t accommodate all  
 physical accessibility needs
• Deregulation of ride-sharing services which don’t  
 cater for people with disability 
• Inequities in rebates for taxi services for people living  
 in remote and rural areas versus metropolitan areas

5. Education
• A lack of education which provides people with  
 disability skills to manage their own health and  
 situation such as being able to navigate the  
 workplace and employment opportunities
• The separation of young people with disability out of  
 mainstream education can lead to a higher incidence  
 of abuse
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Evidence base in disability and health
Policy Lab Members were in agreement that currently there 
are serious deficiencies with the evidence base regarding 
the health of working age Australians with disability, which 
is critical to informing good policy and practice.  Three sub 
themes were identified as contributing factors to the lack of an 
evidence base:

1. Collection of information 
• There is not enough information/data being collected  
 to inform policies to improve the health of people  
 with disability
• This includes a lack of collection of longitudinal and  
 life course data
• Information on a person’s disability status is not  
 routinely collected when they access health services,  
 for example being unable to identify a person with  
 disability through their hospital admission
• Difficulties in using identifiers when working with a  
 small population group
• Data systems may not be linked, or data is not being  
 shared between organisations
• Statistical data is not being captured by different  
 government departments, or if data is being  
 collected in some places it is not being uniformly  
 collected or the wrong questions are being asked in  
 order to identify people with disability
• Data on Aboriginal and Torres Strait Islander people  
 with disability is not being collected, and there is also  
 a need to ensure that if data is collected it will not be  
 used for negative purposes

2. Policy factors 
These factors impact on the utilisation of current 
evidence and collection of new evidence:
• Current policy is often driven by cost-effectiveness  
 and this therefore needs to be taken into account  
 when attempting to design social policy such as cost  
 effectiveness and consideration of both economic  
 and social costs in policy development, evaluation,  
 and funding
• True cost-effectiveness of improving the health of  
 people with disability is often not taken into account  
 when policy is designed, and there is currently a lack  
 of incentives to measure these outcomes for people  
 with disability
• There is a lack of evaluation of programs, initiatives  
 and policies in disability and health which results in a  
 lack of an evidence base to inform policy development
• Evaluations are often not built into new programs or  
 initiatives or evaluation is not adequately funded

3. Utilisation of existing evidence base
• Available data is often in silos between government  
 departments, or between organisations, and the data  
 may not be shared or accessed
• There is a strong evidence base in some areas of  
 disability and health, but the challenge lies  
 in creating a broader evidence base for whole  
 populations

Effectiveness of current health/social policy
The consensus of the Policy Lab Members is that current policy 
is not very effective in protecting or promoting the health 
of people with disability in Australia. Three main areas were 
identified as contributing to this lack of effectiveness:

1. Policy is compartmentalised and not connected at  
 a number of levels

• Between Federal and State/Territory Governments
• Between different government agencies
• Between different service providers
• Between health and disability systems
• Policy lacks a whole of person focus
• There is no overarching connected policy framework  
 in disability and health

2. There is a lack of funding in many disability  
 related areas

• Service provision
- This can have greater impact for people with high  
 care and complex needs and for care coordination  
 when different service providers need to  
 collaborate around care for an individual
- This has flow on effects when it results in poorer  
 health outcomes

• Advocacy
- A lack of funding impacts on the ability of  
 advocacy organisations to achieve change in the  
 policy process
- A move towards individualised or personalised  
 funding models may make it harder for advocacy  
 organisations to keep or gain funding

• National Disability Strategy (NDS)
- The NDS was perceived to be good in focus and  
 ideas but a lack of funding has meant that it has  
 not been able to deliver meaningful change
- The NDS has been largely unsuccessful as it has  
 not been embedded in legislation and therefore  
 relies on collaboration and goodwill between  
 different government levels which may not  
 always occur
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3. National Disability Insurance Scheme (NDIS)
• NDIS Planning

- Issues with background and skills of planners  
 which can in different outcomes for individuals
- Plans being conducted over the phone and  
 from planners who are not situated in the same  
 geographical area as the person receiving the plan,  
 thereby leading to plans that are inadequate or  
 not tailored to people’s real needs.

• Choice and control with individualised budgets 
- This has both positive and negative aspects
- Giving people choice and control is a laudable aim  
 but in practice this does not always eventuate due  
 to a number of factors such as a person’s ability to  
 advocate for themselves or having the knowledge  
 of what the best choices might be when there is a 
 lack of information or knowledge of service  
 providers or what different providers offer
- The creation of competition between service  
 providers is seen as a potential negative to  
 achieving choice and control as it can result in  
 the loss of expertise or locally based services
- Living in a rural or remote region can impact on  
 the choices people have when there is a lack of  
 service providers or access to providers is  
 restricted i.e. by a lack of transport
- Choice can be limited for people from culturally  
 and linguistically diverse (CALD) backgrounds and  
 for Aboriginal and Torres Strait Islander people  
 when there are no culturally appropriate s 
 ervices available
- Choice and control may contribute to broader  
 economic societal gains

• NDIS-Health system interface
- This intersection has not been well defined and  
 the compartmentalised nature of having the NDIS  
 and health system as separate entities can result  
 in the health care needs of people with disability  
 not being met when neither system takes  
 responsibility

• NDIS costing & funding
- The prioritisation of economic outcomes can affect  
 provision of services when it reduces collaboration  
 and trust between services
- Inadequate funding for people’s NDIS plans can  
 impact on social determinants of health
- With a loss of block funding, service providers may  
 not have funds to cover administrative costs,  
 which has flow-on effects to their ability to provide  
 care coordination for people with complex needs
- The federal oversight of the NDIS can mean that  
 state governments are reducing or cutting funding  
 for disability related advocacy with flow-on effects  
 for health outcomes

Policy objectives
Policy Lab Members identified a range of policy objectives 
they would like to see achieved in the next five years and also 
provided details of some policy initiatives currently taking 
place that address health inequities for people with disability. 
There was a significant focus on large scale changes needed 
in the policy environment with the major theme being that 
connected policy is needed. This is despite the development 
of the National Disability Strategy and establishment of the 
National Disability Insurance Scheme which has received 
bi-partisan political support and is the largest social reform in 
Australia since the introduction of Medicare.

Three key areas to achieve connected policy were identified:

1. People with disability need to be consulted in  
 policy processes
2. There is a need to have an overarching national level  
 disability-health plan 
3. There is a need for a national level, long term human  
 services plan

Future directions
While disability policy in Australia has seen a significant 
increase in both funding and attention as a result of the 
National Disability Insurance Scheme, major inequities 
between people with and without disability still exist in 
Australia. Critically, many of the challenges sit outside 
the purview of recent national and state disability policy 
investments, including housing and transport. Disability policy 
experts and stakeholders identified that large-scale systemic 
change is still required to address the social determinants of 
health for working-age Australians with disability, consistent 
with the vision of the National Disability Strategy which has 
stalled as a result of challenges within the National Disability 
Insurance Scheme and subsequent changes to state-federal 
relations. Even with the injection of funds into disability in 
recent years, a number of critical barriers to health remain 
for Australians with disability. These include social exclusion, 
employment, housing, transport, and education. Without 
addressing these, inequities will continue to exist and 
potentially grow. 

The findings presented in this report provide a descriptive 
account of what key policy stakeholders in disability and 
health view as the current challenges and policy gaps which 
exist in relation to reducing the health inequities experienced 
by working age Australians with disability. Utilising this data, 
the next round of interviews with Policy Lab Members will 
begin to explore in more detail possible policy interventions 
to address the social determinants of health for people with 
disability in order to reduce heath inequities. The findings in 
this report will also be utilised by the other Work Programs of 
the CRE-DH to facilitate and guide evidence knowledge and 
production, which in turn will be fed back to the Policy Lab in 
future interview rounds.
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1.0  Introduction
1.1  Context
The Centre of Research Excellence in Disability and Health 
(CRE-DH) is a world-first research centre which is examining 
disability-related health inequities. Working through four Work 
Programs and overseen by an expert Partner Advisory Group, 
the CRE-DH aims to identify implementable cost-effective 
policy interventions that improve the health of working-age 
(15-64 years) Australians with disability.

1.1.1 Research Objectives
The CRE-DH will:

1. Compare the health, social, economic, and  
 environmental circumstances of Australians with  
 disability and those without disability over time  
 and between areas
2. Identify the specific social, economic, and  
 environmental factors that contribute to the health  
 of Australians with disability, assess their relative  
 contributions, and examine whether the effects vary  
 between different population groups
3. Build the first ever disability-specific cost-effectiveness  
 model to estimate the health impacts and value for  
 money of policy interventions targeting social,  
 economic, and environmental determinates of health  
 for Australians with disability
4. Enable policy reform by embedding stakeholders in  
 knowledge production

Each of these objectives is aligned with one of the four Work 
programs. Each Work Program will be informed and refined by 
the findings of the others (see Figure 1).

1.1.2 Work Program 4: Policy reform
Work Program 4 is examining policy reform, utilising a Delphi 
methodology.  This involves conducting multiple interviews 
and on-line surveys over a 5 year period with an expert panel 
of key stakeholders involved in the area of disability and 
health policy. The Delphi study functions as a “Policy Lab” 
to identify stakeholder issues, map current and emerging 
policy concerns, and allow for the development of innovative 
ideas on policy reform. Data generated from the Policy Lab 
will be shared with the other Work Programs of the CRE-DH 
to facilitate and guide evidence knowledge and production, 
which in turn will be fed back to the Policy Lab. In this way, 
a dynamic feedback loop between all work programs will 
operate over a sustained period, creating a multi-disciplinary, 
cross-sectoral exchange of knowledge.

1.1.3 Partner Advisory Group
Research translation has been embedded in the CRE-DH 
through the Partner Advisory Group and Policy Lab of Work 
Program 4. The Partner Advisory Group comprises members 
from government and non-government organisations, peak 
bodies, statutory bodies, and consumer representative 
organisations. Members were selected for their in-depth 
knowledge of the disability and health sectors and their 
relationships with significant decision makers, including senior 
public servants and members of parliament. The Partner 
Advisory Group has helped shape the CRE-DH and facilitates 
a flow of information between their constituencies and the 
CRE-DH.

Figure 1. Inter-relationship between the Work Programs of the CRE-DH
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1.2  Purpose
This report has been produced by the CRE-DH policy reform 
Work Program and summarises the findings from the first 
round of interviews conducted with the Policy Lab Members 
(PLMs) between October and December 2017. The purpose 
of these interviews was to explore the views of PLMs in 5 key 
areas relating to disability and health policy:

1. Health inequities experienced by working-age 
Australians with disability
2. Social determinants influencing the health of  
 working-age Australians with disability
3. The evidence base relating to health inequities
4. Current effectiveness of social/health policy in  
 addressing health inequities and social determinants  
 of health for Australians with disability
5. Policy objectives in the next 5 years to address health  
 inequities for Australians with disability

The findings from the first round of interviews identify 
what key policy stakeholders in disability and health see 
are the main issues and policy gaps in reducing the health 
inequities experienced by Australians with disability. This 
knowledge will be used to inform the questions asked in future 
interview rounds which will focus more specifically on policy 
interventions to address the identified issues and policy gaps. 
Additionally, as discussed above, the data will be utilised in 
the research being conducted by the other Work Programs of 
the CRE-DH.

This report also functions as feedback to the Policy Lab which 
is an integral part of a Delphi approach. The aim of providing 
feedback to the Policy Lab Members after each round of data 
collection is to:

• Allow the Policy Lab Members to hear views/ideas from 
different sectors/settings & gain information on what might 
be needed on the policy agenda

• Help generate new ideas and increases depth of 
understanding

• Encourages individuals to consider issues over time & 
examine their opinions, motivations, and behaviours which 
can potentially shift viewpoints and facilitate learning

• Overcome a dominant single viewpoint dominating policy 
discussions

1.3  Participants
The Policy Lab comprises an expert panel of 30 individuals 
with knowledge and experience in the areas of disability and/
or health. Throughout this report we will refer to the expert 
panel as Policy Lab Members (PLMs).  This research has 
received human ethics approval from the University of New 
South Wales, HREC No. 17549.

1.3.1 Selection and recruitment of participants
For the initial selection stage of the PLMs, members the 
Partner Advisory Group and Chief and Associate Investigators 
of the CRE-DH were asked to suggest individuals that they 
deemed to have expertise/experience in the area of disability 
and/or health policy. These suggestions resulted in a long list 
of 41 individuals. The final list of 30 members was selected by 
Work Program 4 in consultation with the Chief Investigators in 
order to have a representative spread in the following areas:

• Organisation/job role 
- Government (federal, state, local)
- Non-government organisations
- Peak bodies
- Advocacy groups
- Service provision
- Academia

• Geographical location 
- Rural/remote representation
- States/territories of Australia

• Lived experience of disability

The final list of 30 short-listed individuals were contacted via 
an email asking if they would be willing to participate in the 
Policy Lab. Of those contacted 26 people agreed to participate. 
Two people were then recruited via snow-ball sampling (where 
participants nominate other participants), and two further 
people from the initial long list were contacted and agreed to 
participate. The final list of 30 PLMs represents people from 
a wide range of work related areas, geographical locations, 
and includes people with a lived experience of disability (see 
Figures 2 and 3).
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Figure 2. Spread of Expert Panel members by organisation type

Figure 3. Spread of Expert Panel members by geographical location
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2.3  Policy Lab findings on health inequities
All PLMs agreed that there are significant health inequities 
experienced by working-age Australians with disability. The key 
theme to emerge from this discussion was that access to health 
services and people’s experience when accessing these health 
services are major factors contributing to health inequities. A 
range of interrelated factors which impact on health service 
access and experience (see Figure 4) were also identified by 
PLMs. These factors are discussed in the following section.

2.4  Geographical factors
Geographical factors impacting on access to health services 
include:

2.4.1 Living in rural/remote areas
People with disability living in rural/remote areas experience 
inequities in accessing health services due to services not 
existing, long distances needing to be travelled to reach 
services, a lack of transport options to reach services, a lack 
of choice in services or the services that are available do not 
have staff with the skills and training to communicate with or 
appropriately treat people with disability. Statements from 
PLMs illustrate extreme disadvantage in being able to access 
health services for people with disability living in rural and 
remote regions:

1.4  Analysis
PLMs were interviewed by the Work Program 4 research 
team between October – December 2017. Interviews were 
conducted either in person or over the phone and lasted 
between 45mins – 1 hour each. All interviews were audio 
recorded and transcribed verbatim.  The transcribed interview 
data was thematically coded which allowed key themes 
emerging from the data to be identified and organised. Nvivo 
software was used to manage the coded data. For more detail 
on the methods and analysis please see Appendix 2. The 
following sections provide details of the findings for the key 
themes. Where appropriate quotes from PLMs have been used 
to illustrate key points.

2.0  Health inequities
People with disability have poorer health than non-disabled 
people across most health outcomes, including those 
unrelated to their impairment (4,5). They are more likely to be 
overweight or obese, smoke, have poor diets, be physically 
inactive and experience higher rates of chronic diseases such 
as heart disease and diabetes (6,6–12) , When these types of 
health differences are detected it is important to determine if 
these inequalities are also inequitable (10). 

2.1  Health inequalities versus health inequities
The term health inequality is generically used to describe 
differences or variations in the health of individuals or groups 
(1). Any measurable aspect of health that differs between 
individuals or across socially relevant groups can be termed a 
health inequality (2). Health inequity on the other hand refers 
to inequalities in health that are not only unnecessary and 
avoidable but are also deemed unfair or unjust (1,3). In this 
regard health inequities are viewed as systematic disparities 
in health that are avoidable by reasonable means (13). Thus the 
key distinction in the use of the terms inequality and inequity 
is that inequality is a simple dimensional descriptor of unequal 
quantity whereas inequity relies on a moral judgement being 
made that the inequality is wrong (10).

2.2  Health inequities and social determinants 
 of health
The ‘right to health’ by people with disability is conceptualised 
in The United Nations Convention on the Rights of Persons 
with Disabilities (14)  (which was ratified by Australia in 
2008) as the right to access health care. However a vast 
research literature has shown that it is not health services 
per se that are the major determinant of poor health, it is the 
environment in which people live, work, and interact (social 
determinants) that are critical to health outcomes (15). Looking 
at health through a social determinants lens, sees health as 
the product of many interrelated factors including  individual 
factors (e.g. gender, impairment), meso level, organisational 
factors (e.g. service provider or health service organisation), 
and macro, societal level factors (e.g. policy, cultural change) 
(16). Thus health inequities will continue to exist unless the 
social determinants of health are addressed.

Figure 4: Key themes relating to health inequities experienced by 
Australians with a disability
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2.4.2 Physical accessibility issues 
Accessing health services for people with disability is made 
more difficult due to reduced physical accessibility, such 
as lack of wheelchair ramps at hospitals or health services, 
and lack of appropriate equipment in GP clinics to allow 
examination of a person with disability. Physical accessibility 
issues in the built environment may also mean that people 
with disability are unable to move around in the community 
or participate in community or local preventative health 
initiatives. This reduces control over where people can 
physically go which can exacerbate feelings of social exclusion, 
further impacting both mental and physical health. The 
following quotes are examples of what many PLMs said in 
relation to physical accessibility in health services: 

“The notion of having a disability accessible workplace 
for GPs and for any specialist in the health system is still 
absolutely not there”

“The number of specialists you go to who don’t have 
accessible premises is profound”

2.5  Demographic factors
The demographic factors that impact on access to health 
services and the experience of users of health services include:

2.5.1 Socio-economic disadvantage
Incomes for people with a disability were are identified as 
being lower than for the general population. This is linked to 
low welfare payments/support pensions as well as people with 
disability having lower paying jobs or being employed through 
an Australian Disability Enterprise where they receive rates of 
pay well below the minimum wage. Low incomes have flow on 
effects for choice and control in health-related areas, such as 
being unable to afford to see a specialist and only being able 
to afford a bulk-billing GP.  Choice is further restricted for those 
living in areas where there is a lack of bulk-billing services. 
With increased costs of living, being on a low income reduces 
people’s ability to pay for health needs and may mean having 
to live in lower socio-economic areas, which can reduce choice 
around preventative health (e.g.  dental care). As this quote 
illustrates, low incomes can have flow on effects for health 
outcomes:

“A level of inequity that I think’s important to recognise is 
the economic cost to people living with disability in terms 
of both that they have lesser incomes than similar placed 
people in the population.  But they also have increased 
cost of living as well as increased medical costs that mean 
that affordability for health care can be strained as well.  
And so sometimes decisions are taken that might have 
short term and longer-term impacts on health outcomes.” 

2.5.2 Aboriginal and Torres Strait Islander people
Significant health inequities were identified for Aboriginal and 
Torres Strait islander people with disability. In regard to health 
service access and delivery, there are particular issues around 
resources and services for people in rural and remote areas 
and the cultural appropriateness of the services for Aboriginal 
and Torres Strait Islander people:

“We know that Indigenous Australians don’t tend to go to 
hospitals unless they have to, because the quality of their 
experience in what are largely white-based, white-run 
health care systems, don’t allow them to have a good 
cultural experience, and nor do they get a good health 
care experience”

“…with Aboriginal people there’s a whole impact of the 
history of colonisation, there is generational trauma, there 
are a complex range of issues that impact on people the 
way that people interact with mainstream health providers. 
There are limited services out in communities and there 
may be visiting specialists that only come once or twice a 
year, and if that person happens to be away at that time 
then they don’t see the specialist”

2.5.3 Impairment 
People with intellectual disabilities were identified as being 
particularly disadvantaged in being able to access health 
services or have choice and control in accessing and using 
health services. Mental health was also raised as a key issue, 
particularly in the way it can intersect with disability in the 
provision of health care. This issue highlights the fact that 
people may have multiple impairments which health services 
are not always equipped to deal with as this PLM explained:

“…if I cannot be well supported behaviourally, then I 
will not get any sort of outcome at the hospital or clinic, 
because people won’t be able to manage my behaviour, 
and the mental health people will say it’s a disability issue, 
the disability people will say it’s a mental health issue, 
and all-in-all very little will be done to actually address 
my health concerns”

2.5.4 Gender
Gender inequities raised included women with a disability not 
being given choices over reproductive rights for example when 
reversible and irreversible contraception is not discussed 
with women before being administered, or women are not 
given a choice over the type or whether they want to use 
contraception as this anecdote from a PLM reveals:
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“I was at a friend’s 21st a couple of years ago… a lot of 
his friends go to disability day services and one of them 
came up, and she met me for the first time, and the first 
thing she said was, “Have you had the [contraceptive] 
implant in your arm yet?” So it was just this assumption 
that each woman got one…she obviously hadn’t had 
much information around her choices around that. Or 
even where it fitted into the scheme of things around 
not talking to someone you’ve never met before about 
that. So a lot of women’s health matters get processed 
without them actually being active participants in what’s 
happening to them”

Further, there are limited number of female GPs who work 
specifically with women with disability. This can lead to 
women with disability not seeking health care for women’s 
health or sexual health concerns as they do not feel 
comfortable receiving treatment from a male GP for more 
gender sensitive issues. The lack of health professionals with 
training in the health needs for women with disability means 
that preventative health care can also be neglected:

“I don’t think women’s health checks are something that 
is promoted or supported, because it’s just too hard…
so there’s an issue there about staff being able to be 
confident that they know how to support a person to 
access that stuff…that the services that they go to are 
confident in being able to do that in a dignified and safe 
manner for someone, and not be freaked out because we 
don’t really know what we’re doing here, and I don’t know 
how to communicate with this person, let alone get them 
on to the table to have an examination”

Some women with disability also experience a lack of 
choice over care workers allocated to them to assist with 
bodily functions (i.e. menstruation), leading to feelings of 
embarrassment, lack of control, and social isolation. Women 
with disability are also more likely to experience violence 
and abuse (both physical and sexual) when at home, in 
the community, and in supported care and mental health 
facilities. This is of particular concern when these issues 
are not addressed. As this PLM identifies this has serious 
repercussions for health care when women do not feel safe:

“If you were looking for a deterrent for accessing a health 
service, having experience of being assaulted and then 
not having that addressed is a pretty strong deterrent not 
to go back and seek more health care”

2.6  Organisational factors
2.6.1 Hospital care
Issues with accessing hospital care and the experience 
of people with a disability in interacting with hospital 
services were identified by PLMs as being important factors 
contributing to health inequities. These include decisions 
around treatment for someone with disability who may not 
be able to give verbal consent, a lack of focus on the whole 
person, a lack of supports for a person with disability when in 
hospital, and end of life decisions. The following quotes are 
typical of what many PLMs identified as significant issues in 
hospital care:

“…where someone is admitted to hospital the pathway 
that they go down is highly dependent on the 
understanding of the hospital staff around disability and 
those judgements that are made about the individual and 
what should be done”

“…all doctors assuming that because someone’s [with 
disability] sick their life is not worth saving. It’s just 
appalling. So I think that implementation of the end of life 
care, or critical care is an area where I hear people saying 
it’s not working”

2.6.2 Supported care
Factors identified by PLMs around supported care, including 
residential care and group homes include:

• A lack of preventative healthcare
• Casualised workforce leading to inconsistency of care and 

reduced focus on health needs, including preventative 
health such as healthy diets, exercise, and oral hygiene

• Reliance on others for healthcare needs when in residential 
care which can impact health as when there is reduced 
advocacy for residents there are reduced health outcomes 

2.6.3 Health professionals lack appropriate 
communication skills for treating people with disability
Some health professionals were viewed as lacking 
communication skills for interacting with people with 
disability, especially individuals who are non-verbal or who 
have an intellectual disability. This lack of awareness is also 
reflected in comments about health professionals not focusing 
on the “whole person” and not utilising patient-centred care 
when treating someone with disability. As one PLM pointed 
out, this is often exacerbated because of the bio-medical 
model of healthcare practiced by doctors and other healthcare 
professionals where the focus lies on the biological or physical 
aspects of disease or illness rather than seeing the person as  
a whole: 
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“I have a presumption that people in the health sector 
would be more comfortable or more experienced around 
talking to and working with someone with disability.  I 
learnt that that was a total myth, that they’re just like 
anybody else and often more ignorant because they’ve 
come from a medical model where a person with a 
disability is less likely to be offered to have a voice than in 
other sectors”

 A lack of health professional education and training in 
communicating with and treating people with disability was 
another area identified as impacting on health inequities as 
the following quote exemplifies:

“I don’t know how much sort of training there is for 
doctors and so on, dealing with people with disabilities… 
the actual experience of people in hospitals is often 
atrocious. It’s just a complete misunderstanding or lack of 
knowledge of what it means to have a disability”

2.6.4 Health promotion/preventative health
PLMs identified a lack of health promotion initiatives that 
cater for the needs of people with disability, for example in 
areas such as smoking, nutrition, and exercise:

“Health promotion activities just don’t include people  
with disability”

In the area of preventative health issues include a lack of 
physically accessible premises where health promotion 
programs are run, as well as health initiatives which may 
passively discriminate against someone with disability. For 
example, healthy eating programs that require a person to be 
able to manage their own food intake or shopping. As one PLM 
commented:

“…programs that are delivered in pop health could be 
more inclusive in the way they're delivered…I don't 
see that for people with disabilities. I don't see lifestyle 
education, food and nutrition education, something 
that's delivered in a way or a place that's accessible or 
welcoming to somebody”

Low expectations of people with disability can also reduce 
their participation levels in preventative health programs  
or services:

“…sometimes we stand back and think this isn’t because 
of this person’s disability, this is because of their lifestyle, 
and the low expectations that people have…people might 
think, “Oh, this young man who’s 25 should be a lot fitter,” 
and everyone just goes, “Well he’s just got a disability,” so 
he’s allowed to just like eat whatever he wants”

“People can be supported to do a whole range of things 
that might surprise all of us, because we often have a  
view of people, we focus on people's disability and not 
their abilities”

2.6.5 Poorer health outcomes
PLMs commented that these health inequities result in 
Australians with disability having poorer health outcomes than 
non-disabled Australians. This includes more co-morbidities, 
which are not necessarily related to a person’s impairment 
(i.e. diabetes, obesity, smoking related disease), and lower life 
expectancy than the general population.

3.0  Social determinants of health
The social determinants of health broadly refer to factors 
outside the health system that impact health and health 
inequalities across the population (17). The evidence base on 
the social determinants of health demonstrates social factors 
such as education, employment, housing, and discrimination 
can have a greater impact on health than healthcare.

Unemployment, insecure, and poorer quality employment  
as well as low incomes have been recognised as key social 
determinants of health both in the research literature (see 
for example: 2–5)  and in major policy reports (see for example: 
1,7,8). Community factors such as access to secure and suitable 
housing and transport have also been identified as significant 
contributors to health inequities. These health inequities 
can in turn lead to feelings of social exclusion and poorer 
mental health (20,23). Additionally, the literature identifies that 
certain groups, such as people with disability, are at higher 
risk of having low incomes and experiencing unemployment, 
leading to greater health inequities (17). This is evident in 
Australia where people with disability are significantly  
under-represented in the workforce (24), with this group’s 
unemployment rate worsening since 2009 (25). Australians with 
disability also have a weekly median income less than half of 
those without disability (25).

While affordable housing for all Australians has been a 
prominent area of policy discussion in recent years, the 
housing issues experienced by people with disability have 
been particularly acute. In the 2009 Australian Government 
report “Shut Out” which reported on submissions received 
in response to the National Disability Strategy consultation 
process (26), a lack of housing options was identified as a key 
concern. Submissions cited a lack of support for people in 
private dwellings (rental or owned) as well as those in publicly 
funded supported accommodation. A severe shortage of social 
housing was also highlighted, with even those on emergency 
waiting lists experiencing wait times of years. A lack of access 
to transport was also identified as a barrier to inclusion in 
society for people with disability, with frustration at the slow 
process of transport reform.
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The outcome of these inequities for people with disability 
can be social exclusion and discrimination. Indeed the ‘Shut 
Out’ report showed a lack of social inclusion and the barriers 
to being able to meaningfully participate in the community 
were the most frequently raised issues in submissions and 
consultations. More than half of all submissions (56%) 
identified social exclusion and negative societal attitudes 
towards people with disability as crucial issues. People 
with disability reported that they felt there has been little 
progress made in changing social attitudes with widespread 
misconstructions and stereotypes still influencing and 
informing the behaviours and attitudes of individuals, 
community groups, service providers, businesses, and 
governments.

3.1  Policy Lab findings on the social determinants  
 of health
When asked to discuss what they felt were the most important 
social determinants influencing the health of working-age 
Australians with disability, PLMs identified the same social 
determinants that the literature and policy reports show as 
significant contributors to health inequities. The key social 
determinants identified by PLMs were:

• Income and employment
• Social exclusion
• Housing
• Transport
• Education

3.2  Income and employment
People with disability were identified as generally having 
lower incomes than the general population. Apart from low 
rates of social welfare, employment factors were seen as 
being a significant contributor to low incomes. Employment 
is also related to social exclusion issues - being employed 
gives people a greater sense of community participation and a 
feeling of being included. The flow on effects of employment 
are highlighted by these PLMs:

“The value that employment has…the flow-on 
consequences that come from the kind of meaningful, 
purposeful engagement that you have through work… 
work gets you out it engages with people, you build social 
networks, and things come from that. You have an income, 
and that gives you with an array of choices that you would 
not otherwise have, in terms of where you live, and what 
you buy, and the food you eat”

“People with a disability are often excluded from 
mainstream society, and remain on the margins partly 
because of their economic circumstances, their inability to 
access work or indeed meaningful work”

Other identified issues with employment include:

• The high level of unemployment for people with disability 
in Australia compared with some other OECD countries

• A lack of pathways for people with disability to access 
education/training in order to gain employment

• The effect of automation on available jobs for people  
with disability

• Workplace discrimination issues such as having to identify 
as being disabled in job interviews or workplaces feeling 
like it’s “too much trouble” to employ someone with 
disability

• Low expectations from employers about what people with 
disability are capable of doing in the workplace

• Low wages for people with disability

3.3  Social exclusion
As well as employment and income factors impacting on 
social exclusion, community/societal attitudes towards people 
with disability were also identified as contributing to feelings 
of social exclusion, which had flow on effects to mental and 
physical health. Many PLMs highlighted that community 
attitudes towards people with disability are still largely 
negative, such as this member who shared their experience:

“I would get letters of complaint regularly from shoppers 
at shopping centres when we we’re taking people with 
disabilities out shopping, criticising us for taking them out 
into the community” 

These attitudes were not only evident in community 
interactions, but impacted on the health care people with 
disability received:

“The overriding factor I think for me is the societal attitude 
we have to people with disability.  People are still othered, 
and dismissed, and thought of as less than.  So we’re by 
no means where we need to be with that societal attitude.  
And until we get that, I mean that underpins everything. 
That underpins the way the nurses or the doctors in the 
health system respond to someone with a disability when 
they come through their doors” 

3.4  Housing 
Although having an adequate income was seen as a key factor 
in someone’s ability to have secure housing, a number of other 
issues with housing and housing policy were raised by PLMs. 
Social housing policy was viewed as inadequate to meet the 
demand for housing generally:

“In public and social housing there’s a chronic undersupply 
everywhere in the country. You have to be essentially in 
kind of crisis conditions in order to access the system in 
some way”
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This lack of social housing also contributes to homelessness, 
with large numbers of people with disability identified as 
being homeless, especially people with cognitive impairments 
or mental illness.  The rental system was further identified 
as a problem area in housing for people with disability, 
firstly because of affordability issues, but also because of 
discrimination people with disability experience when trying 
to secure a rental property, and a lack of properties that are 
physically accessible:

“In the private rental market there’s evidence of 
substantial discrimination and lack of buildings that are 
capable of responding to the constraints that people with 
disabilities have”

Issues in group homes and supported accommodation were 
also raised with some PLMs reporting that most people 
with disability living in group homes would rather be living 
independently:

“Most [people in group homes] have said unanimously they 
want their own home, they want to be as independent 
and as invisible in the community as anybody else.  They 
don’t want to be lumped together in a group home”

3.5  Transport 
• Issues with transport identified by PLMs included:
• Deregulation of ride sharing services that don’t cater for 

people with disability, and people with disability being 
afraid to use ride-sharing services

• Lack of public transport in rural regions
• Differences between the rebate people living in a rural 

region will get when using taxi cards versus those in 
metropolitan areas, given the differences in distances 
needing to be travelled

• Public transport that doesn’t accommodate for all 
physical accessibility needs for example buses which will 
accommodate standard wheelchairs but not wider sized 
prescriptive wheelchairs

Transport was seen as impacting on other areas of people’s 
lives such as employment which, as previously discussed, is 
interrelated with income and social exclusion. As this PLM 
highlighted:

“if I can't get to work, because there's no public transport, 
and I haven't got access to a vehicle of my own, I haven't 
got access to a regular transport system, I can't afford to 
use taxis….”

3.6  Education
Education was viewed as important in order for people with 
disability to be able to manage their own health, as well as 
providing important skills for employment:

“Access to education is going to provide people with 
the skills to be able build some confidence, to be able 
to manage their own health and their own situation, 
knowing who to speak to if they have issues, be it just 
little things like being able to navigate the workforce and 
negotiations, a job, just be to get a job, knowing what 
assistance/opportunities are available to people: 

However it was argued that there are not enough easily 
accessible pathways for people with disability to access 
education and training to become employable or find a job.

The other issue with education raised by some PLMs was the 
separation of young people with disability in the education 
system which can lead to a higher incidence of abuse. As this 
PLM identified, participation in mainstream education is not a 
given in Australia for young people with disability:

“From an education perspective, there’s not an assumption 
that kids with disabilities go to mainstream schools”

3.7  Other factors
As well as the social determinants discussed above, some 
PLMs also mentioned behavioural factors they view as 
impacting on the health of people with disability. These 
include:

• Health literacy may be reduced when people do not have 
good advocacy or expectations for people with disability 
are low. This is particularly the case for people with 
intellectual disability.

• Nutrition and physical exercise for example, low 
expectations around people with disability in terms of their 
ability to exercise or eat a healthy diet. 

3.8  Social determinants of health are 
interrelated
The key social determinants identified by PLMs were often 
considered to be interrelated (see Figure 5), and rather than 
one single determinant being key or standing out from the 
others as more important, the determinants operate within 
a system with each affecting and impacting on the others as 
illustrated by this PLM:

“The issue around housing and poverty…if those could 
be addressed then maybe some of the others could be 
addressed as well.  I know it’s a chick and egg there - if 
there was better employment opportunities then there’s 
better income opportunities, and then there’s better 
housing. So it’s a circular argument”
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Figure 5. Interrelated nature of social determinants of health
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4.0  Evidence base in disability and health
In recent years “evidence based policy” has obtained  high 
status within government (and other organisational) sectors 
concerned with the development of contemporary policy (27). 
While national and international strategies and reports (4,14,28) 
recommend monitoring health inequities between people 
with disability and people without disability to identify areas 
for policy reform, Australia currently has no such system. This 
is despite significant reforms occurring in disability, including 
the development of the National Disability Strategy and 
introduction of the National Disability Insurance Scheme 
(NDIS), which is Australia’s largest social policy reform since 
the introduction of Medicare.

A robust evidence base also requires the collection of evidence. 
One of the key themes discussed by PLMs was that there is 
not enough disability-health related evidence being collected 
in Australia, with a key factor being a perceived lack of 
identification of people with disability when accessing health 
services. Although the Australian Institute of Health and 
Welfare has developed the Standardised Disability Flag (a set 
of questions intended to be used by all mainstream services 
in their data collection to identify people with disability) the 
perception of PLMs was that this is not occurring, which raises 
questions about the evaluation and monitoring of the use of 
this type of tool.

4.1  Policy Lab findings on the evidence base
Within the context of the current focus on evidence-based 
policy, PLMs were asked to discuss issues concerning the 
current evidence base in disability and health. This included 
what is missing in the current evidence base and what needs 
to be addressed. 

The key theme to emerge from this discussion was that there 
is a lack of an evidence base around disability and health. Key 
sub-themes included:

1. Collection of information
2. Policy factors
3. Utilisation of existing evidence base

Figure 6. Key themes relating to the evidence base to reduce 
health inequities in Australians with a disability
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4.2  Collection of information
Many PLMs raised issues relating to the collection of 
information in disability and health, with a general consensus 
that not enough information/data is being collected to inform 
policies to improve the health of working-age Australians 
with disability.  These issues include a lack of collection of 
longitudinal/life course data, and that information on a 
person’s disability status is not collected when they access 
health services, for example being unable to identify a person 
with disability through their hospital admission. This was 
mentioned as a significant problem by nearly half of PLMs.  
The perception from this PLM is that even basic information is 
not being collected:

“Hospitals are not collecting information on people with 
disabilities who are fronting up to their emergency 
departments. It’s not listed. The Australian Medical 
Association has particular groups that are identified as 
vulnerable…but people with disabilities are not on that 
list. So the very foundations of our health care system are 
simply not asking the questions around disability. They’re 
not even asking the very basic questions”

Other issues related to collection of information include:

• A perception that there is no unique identifier for people 
across the whole of the health system and no marker or flag 
for a person with disability being used on a consistent basis

• Difficulties in using identifiers when working with a small 
population group

• Data systems may not be linked, or data is not being 
shared between organisations

• Statistical data is not being captured by different 
government departments, or if data is being collected in 
some places it is not being uniformly collected or the wrong 
questions are being asked in order to identify people with 
disability. For example government agencies like Justice and 
Health are not collecting data on a uniform basis

• Privacy issues around collection of data – some people 
with disability may not want to be identified as having  
a disability

• There needs to be more research and evaluation into 
the costing and delivery of services in the NDIS given the 
implementation issues being identified

• Data on Aboriginal and Torres Strait Islander people with 
disability is not being collected, and there is also a need 
to ensure that if data is collected it will not be used for 
negative purposes. As this PLM commented:

“If non-Indigenous people are hardly seen in our health 
and welfare statistics, then essentially Indigenous 
Australians with disabilities are almost entirely absent”

4.3  Policy factors
These are factors that are seen to be impacting on both the 
utilisation of the current evidence base and on establishing a 
better evidence base. These include:

4.3.1 Cost effectiveness
A number of PLMs discussed that current policy is often driven 
by cost-effectiveness and this therefore needs to be taken into 
account when attempting to design social policy. As this PLM 
pointed out:

“…we’re coming to terms in social policy that we need 
to be fluent in economic policy…there needs to be an 
economic rationale and argument through there….that’s 
the way that our society is geared, and that’s the way 
that while many of our political masters do get the social 
need, they will also be very hardwired into the economic 
imperative, and returns on investment”

However, there was agreement from PLMs that the true cost-
effectiveness of improving the health of people with disability 
is often not taken into account when policy is designed, and 
that there is currently a lack of incentives to measure these 
outcomes for people with disability:

“…where are the incentives in the system to focus on 
understanding and driving for outcomes for improved 
health for people with disability as a priority?  We’ve got 
it for asthma, we’ve got it for diabetes, because it costs 
the health system a lot of money.  So where is the policy 
framework which says improving the general health and 
wellbeing to prevent longer term health outcomes for 
people with disability is important, and we will measure 
that and we will fund and we will prioritise it as part of our 
health system?”

4.3.2 Evaluation 
A prominent theme in the discussion on the evidence base 
in disability and health was that there is a significant lack of 
evaluation of programs, initiatives, and policies which results 
in a lack of an evidence base to inform on policy development:

“There really is very little systemic evidence at the moment 
of …the way that we can modify what is delivered and the 
way it’s delivered in terms of specialist disability services 
which may improve or worsen the health outcomes for 
individuals with a disability”

“…there’s always lots of trial programmes and pilot 
programmes…and they do good things, but there’s never 
an evaluation component built in, so we can’t actually 
build the evidence base to prove something works

When evaluation does occur it may not be done effectively or 
is not built into the plan for new programs or policies:
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“…we don’t necessarily have the mass of evidence there, 
and I think part of it is we need to make sure there’s an 
evaluation component that’s in there as a part of it, so 
that it doesn’t just get tacked on and some poor person 
has to do it the last two weeks of a project, and it’s not 
actually properly done”

Knowing what is working and why can be especially important 
for developing policies which address the social determinants 
of health for people with disability. However as this PLM 
commented, there is currently a lack of frameworks for 
measuring or naming the types of enabling activities that 
address social determinants such as employment and education. 
This can also impact where funding for research is directed:

“if we’ve got a set of enabling activities that enable 
someone to go to school, enables someone to participate 
in education, to work, to access a health service better… 
I think the first thing is calling them out and actually 
recognising where they exist… we don’t do enough of that 
within government and then by extension that flows into 
the research agenda because we then …fund evaluation 
of a program”

A lack of clear measurement frameworks was also identified for 
the way people with disability interact with health services:

“It goes to how in a practical sense you provide 
appropriate support to people with disability in their 
interaction with health services… our concern is how do 
you ensure that that is actually implemented…speaks 
again to the need for there to be really clear frameworks 
for measuring the implementation of that guidance and 
those policies”

This is significant given that PLMs cite access and experience 
of health services as the major factor contributing to health 
inequities for people with disability. 

The need for measurement frameworks was also mentioned in 
the context of the NDIS:

“I would be really keen to know on a population basis has 
it [NDIS] had a positive impact, or has it had a negative 
impact? And then to see well who is it improving things 
for; is it in the short term or the long term; does it give 
you a basis on which to say we should increase funding in 
particular line items, or for particular periods; do people 
need more at the beginning of their first plan, and less for 
their second plan?”

PLMs further commented that when initiatives or programs 
are funded  there is often no allocation for the collection of  
data for evaluation of what outcomes have been achieved  
or what modifications might be needed to make the program 
more effective.  

As this PLM remarked, the lack of funding for data collection and 
evaluation also means the importance of this work is not being 
recognised:

“Evaluation should actually be a standard thing that’s 
done. But we have to have the data there, so it’s about 
funding that data research to happen properly, and 
recognising how important that is in the whole picture”

4.4  Utilisation of existing evidence base
Although there was a general consensus that there is a 
significant lack of an evidence base, some PLMs argued that 
there is in fact data available and that it is just not being 
utilised correctly. For example, the data that is available is 
often in silos between government departments, or between 
organisations, and the data may not be shared or accessed:

“…it’s about looking at what’s there and…not 
undertaking the research itself but going out and relying 
on peak bodies and others….sometimes you’re surprised 
at what’s already in place and if you don’t ask you won’t 
know…it’s not always about reinventing the wheel”

It was also identified by some PLMs that there is a strong 
evidence base in some areas of disability and health, but 
the challenge lies in creating a broader evidence base for 
whole populations. For example, as this PLM noted about the 
evidence base for people in residential care:

“…we’ve got an incredibly strong evidence base for this 
particular population group in New South Wales bit it’s a 
subset of that broader population…the gap in terms of an 
evidence base has been about that broader population “

5.0  Effectiveness of current social/ 
 health policy
In the discussion around how effective PLMs think current 
health and/or social policy is at addressing the health 
of working-age Australians with disability, most PLMs 
commented that they do not feel that current policy is 
very effective, although there are some areas where it was 
identified there have been positive changes.

The three main themes to emerge from the discussion policy 
ineffectiveness are:

1. Policy is compartmentalised and not connected
2. Funding
3. NDIS
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Figure 7. Key themes relating to policy effectiveness in 
addressing the health of working-age Australians with  disability

Ineffective	
policy

Compartmentalised	
disconnected	policy

FundingNDIS

5.1  Policy is compartmentalised and 
disconnected
Many PLMs discussed that they feel a significant hindrance to 
achieving effective policy is too much compartmentalisation 
between government levels, agencies, services, and between 
different policy areas. This can result in disconnected policy 
making.  The following areas were highlighted as being 
significant contributing factors to policy ineffectiveness.

5.1.1 Federal and State/Territory Government 
compartmentalisation
It was perceived by some PLMs that there is not enough 
consultation between Federal and State/Territory Governments, 
especially in decision making processes. As this PLM identifies, 
a lack of agreement between government levels can lead to 
decisions being made which have a greater negative impact on 
those least able to have a voice in policy making:

“We’re seeing the Federal Government making far more 
autocratic decisions without appropriately engaging 
with the States and Territories and changing legislation…
without what their platform had been is that we will 
consult.  Consulting doesn’t mean you agree and certainly 
doesn’t mean that you’ll do what everybody else wants 
you to do, but I think we’re seeing that more and more 
with the frictions that are going on in the upper echelons 
of parliament.  And that unfortunately time and time 
again is borne by those who experience disadvantage and 
vulnerability more than others”

5.1.2 Government agency compartmentalisation
There are many government agencies that work with the same 
population groups, yet it was highlighted that these agencies 
are often compartmentalised in the way they provide services 
and this lack of connection can lead to poorer outcomes for 
those they are seeking to help:

“…so many of these human services or social service 
delivery agencies, we’re all working with the same client 
group and yet by working in good old government silos 
either we over-service individuals or families or groups of 
people, or they completely fall through the cracks”

5.1.3 Service provision compartmentalisation
A lack of connection and consultation between service providers 
was also identified as impacting on health outcomes. This is 
especially the case for people with complex needs who need to 
access multiple services. This is viewed as an issue, not only in 
the need for people to be able to navigate the system, but also 
in the way services are able to co-ordinate around care for a 
person with disability:

“…the inequity is that because for people who access 
multiple service providers in getting their needs met, 
there’s very poor communication between those health 
professionals and often there’s lack of coordinated 
activity…not only is the system complex to navigate but 
people are using lots of different parts of it often”

“The biggest issue is the siloing of community services…we 
don’t do a kind of big picture planning for individuals”

5.1.4 Health and disability intersection
The compartmentalisation between health and disability 
systems was identified by a large number of PLMs. This can 
lead to poorer health outcomes for people with disability when 
there is a lack of connection or communication and connected 
policy making between health and disability systems. This 
compartmentalisation was highlighted by these PLMs:

“…no one in health really owns disability….there is not a 
lot of ownership in health in this area…it is very hard to 
work across sector. And I think health generally feels like 
the disability sector’s looking after it”

“The intersection between health and disability is not clear 
cut and the impact on people is that they are shunted 
from pillar to post with neither system satisfactorily 
responding”

Another PLM identified issues which arise when someone with 
disability has a health crisis and there is no ownership over 
which system has responsibility for providing supports:

“…when people with a disability have a health crisis 
that requires hospitalisation and intensive medical 
intervention their ability to access that without having 
additional support provided by another system is 
constrained….so there’s this ongoing dialogue about 
who provides support….particularly if there’s cognitive 
impairment or psychiatric disability in a hospital setting…
it’s not seen as the obligation of the health system but the 
obligation of other systems to provide that support”
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5.1.5 Lack of whole person policies 
A common theme discussed by PLMs was that policy for people 
with disability tends to lack a holistic or whole person focus, as 
this comment clearly demonstrates:

“Until we come back to a proper person centred approach, 
where every policy goes to an individual to deal with 
whatever they want from society, we are never going to 
get a policy that will appropriately deal with people who 
are different, in whatever way they are different”

Another issue raised was that there is too much focus around a 
person’s impairment and this is reflected in the way policies are 
made for provision of services which lack a whole person focus:

“I don’t think there is anything at a policy level that drives 
effectively…some well -intended disability schemes, I 
think at best they’re sort of tokenistic because it’s more 
focused around the disease or condition, than it is around 
the whole person”

“Policy is failing people because it doesn’t mandate things 
like person centred care, care co-ordination involving the 
family, meeting people where they’re at….the policy fails, 
it fails in its execution”

5.1.6 Lack of overarching connected policy
Many PLMs discussed that Australia lacks any overarching 
connected policy to address health and disability. As this  
PLM asked:

“Where is the policy framework which says improving 
health and well-being to prevent longer term poor health 
outcomes for people with disability is important, and we 
will measure that and we will fund it and we will prioritise 
it as part of our health system?”

This lack of connected policy was commented on in many of the 
discussion areas, but especially when PLMs were asked about 
policy effectiveness as these quotes illustrate:

“There is no kind of overarching policy process which 
actually outlines this is what’s happening in each area, 
how do these things connect, how can we have them 
working together. Because we’re replicating things that 
are happening, they’re happening in isolation but there 
should be some connection”

“ We’ve got nothing which is connecting these things up 
and going, we need to look at this whole picture”

5.2  Funding
Funding was mentioned as a significant policy factor in a 
number of areas of disability and health:

5.2.1 Service provision funding
It was commented that there is a lack of funding for service 
provision especially for people with high care and complex 
needs and for care coordination where different service 
providers need to collaborate around the care of an individual. 
This has flow on effects when it results in poorer health 
outcomes:

“We're seeing people that had complex health care needs - 
they've now tripled their risk, their health complications… 
those sort of things are happening with all the budget 
cuts, rate capping, all of these things. Well who's caught 
up in that? The person who has no choice” 

5.2.2 Advocacy funding
Some PLMs discussed the lack of funding received by  
disability advocacy organisations and the resultant difficulty 
these organisations face in trying to achieve change in  
policy processes:

“Lots of these organisations have been running on the smell 
of an oily rag for a long time and they… well basically they 
don’t necessarily have the people or the skills to operate in 
that sort of broader policy environment”  

Another PLM also felt that a move towards individualised or 
personalised funding models will make it harder for advocacy 
organisations to keep or gain funding. 

5.2.3 National Disability Strategy
There were a significant number of comments about the 
National Disability Strategy (NDS) in relation to the funding it 
has received at various government levels. The consensus is 
that while the NDS is good in focus and ideas, a lack of funding 
has meant that has not been able to deliver meaningful change:

“Really and truly it's [NDS] has been an abject failure… 
great idea, well intentioned, but unless you're going to 
resource the thing it'll do what it's done, it's sat on a shelf”

“It’s been a great disappointment, largely because it’s 
never had any money

As well as funding issues, it was also mentioned that the NDS 
has been largely unsuccessful as it has not been embedded in 
legislation and therefore relies on collaboration and goodwill 
between different government levels:
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“The NDS is very broad based, it’s sort of an agreement 
between States and Territories and the Commonwealth. 
It has no real mandate and it has no teeth. Because it’s 
sort of a constitutional issue as it gets back to the role 
of the commonwealth, states and territories in terms of 
distribution and provision of services. You can’t have a 
strategy that’s not embedded in legislation with specific 
performance requirements. It then has to be done through 
collaboration, coordination and goodwill”

5.3  National Disability Insurance Scheme (NDIS)
Unsurprisingly there were many comments from PLMs on  
the NDIS. The most mentioned aspects of the NDIS are 
discussed below.

5.3.1 NDIS Planning
A number of concerns with the NDIS planning process were 
highlighted, such as the issue of choice and control. As these 
PLMs articulated, being able to advocate for yourself or have 
an advocate in the planning process can increase someone’s 
chance of gaining supports:

 “If you're articulate and you are able to totally lead your 
planning discussion you will be able to get more out of that 
than you were if you were someone who doesn't have the 
skills or the confidence to play that game, and know how to 
push your agenda for reasonable and necessary”

it’s working better for those that can advocate for 
themselves…all systems work better for those that can 
advocate for themselves…they figure out what they 
can get through NDIS and figure out what they can get 
through health and make sure the plans match up and 
they do really well “

The planning process is also seen to be inequitable due to the 
backgrounds and skills of the planners themselves which can 
result in different outcomes for individuals:

“…so you're a planner and you don't have a human services 
background, or you don't understand a social model, or 
if you don't understand how planning works to get the 
best outcome for someone, it's just that you know what 
your line items are, and that that sounds reasonable and 
necessary, the plan will be what it is. But if you're a planner 
who understands that whole of life stuff for someone with 
a disability, if I fund two hours more of that, the impact 
of that will mean that ultimately that person will become 
more independent over time, so you can see and be a bit 
more flexible in your reasonable and necessary”

There were also a number of comments about plans being 
done over the phone, and from planners who are not situated 
in the same geographical area as the person receiving the plan, 
thereby leading to plans that are inadequate or not tailored to 
people’s real needs.

5.3.2 Choice and control
A significant theme to emerge from discussion of the NDIS was 
choice and control. The impact of a personalised funding model 
was seen as having both positive and negative aspects. The 
creation of competition between service providers was seen as 
a potential negative to achieving choice and control as this  
PLM explained:

“…they go we've got to have competition, well why do we 
have to have competition? That's not going to necessarily 
work, and that might mean that we lose expertise, or 
locally based services… that's happening in NDIS when we 
know services are going to struggle or will cease to exist. 
And we then lose choice and control for people because 
we've focused on the competition not the collaboration”:

Some PLMs felt that while in theory giving people choice and 
control is a laudable aim, in practice this does not always 
eventuate due to a number of factors. As previously discussed, 
the ability of a person to advocate for themselves and/or those 
individuals with an effective advocate, typically find that they 
have greater choice and control. As this PLM identified, it is 
often difficult for people to know what the best choices might 
be when there is a lack of information or knowledge of service 
providers or what different providers offer:

“An individualised response which takes a longstanding 
relationship that, for example, councils might have had 
with people in their community and turns those people 
into consumers where we pose a choice, but the choice 
is often as bad as an N.B.N. choice with a list of providers 
with no understanding of what they actually offer, whether 
they offer any bids within the area, whether they’ll actually 
provide what’s in their plan, and that’s if they’ve got a 
decent plan”

Living in a rural or remote region can also impact on the choices 
people have, as explained by this PLM:

“The NDIS at the moment is just a myth in South Australia.  
We have families out there who’ve got NDIS packages and 
cannot drawdown because there’s no services out there…
there’s a constant mess because this policy has been made 
at that big national level, when you try and talk about the 
specifics of why it’s not working out there you hit brick walls 
all the time” 

Choice can also be limited for people from culturally and 
linguistically diverse (CALD) backgrounds and for Aboriginal 
and Torres Strait Islander people when there are no culturally 
appropriate services available.

However, the positive aspects of allowing people to have choice 
and control were also discussed by some PLMs. For example as 
this PLM noted, choice and control may contribute to broader 
economic societal gains:
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“Looking at things broadly one of the things that I think 
the Productivity Commission did was that they looked at 
the NDIS from a broader economic perspective all of the 
implications about what it would do for society if there was 
greater equity and a choice and control for people with 
disability... it’s quite profound the evidence is starting to 
come through now that there are some really measurable 
economic factors with employment and things like that… 
these things are actually coming to pass now”  

5.3.3 NDIS/health system interface
Further to the discussion on the compartmentalisation of health 
and disability systems the way in which the NDIS intersects 
with the health system was specifically mentioned as a 
significant issue by the majority of PLMs. The general consensus 
was that this intersection has not been well defined and the 
compartmentalised nature of having the NDIS and health 
system as separate entities can result in the health care needs of 
people with disability not being met when neither system takes 
responsibility. The difficulties in defining this interface were 
clearly articulated by this PLM:

“Health is not funded under the NDIS….and there’s this 
incredibly tortuous process which is to try and delineate 
where and when a person is supported in terms of their 
functional impact through the NDIA if they’ve got a health 
issue.  And the line is being drawn, at the moment that 
would suggest that they are not supported through the NDIA 
because the NDIA is about functional impairment where 
the health system is about providing health and wellbeing 
services to the population of Australia which people with 
disabilities are part.  And a classic example is management 
of catheters for people with spinal injury.  That has a health 
component to it and needs to be managed but it’s also a 
functional limitation.  So who’s responsible?” 

Further, as this PLM points out, the lack of clear definition of 
which system is responsible for what can result in people not 
receiving the care they need:

“…we have the NDIS, and the very significant interface that 
is has with the health system. And we have people who are 
falling through the gaps, so they might have been funded 
by Home and Community Care (HACC) before, but now 
they're not eligible for the NDIS, but we don't have any 
HACC services for them here in WA. Then people who are 
acquired their disability over the age of 65 and can't access 
appropriate services from aged care, because it's poorly 
resourced and not designed to meet the needs of people 
with disabilities. So even the execution of the interface is 
tricky, because there's that passing the buck …they're a 
health person, they're a disability person, that's a health 
responsibility, that's a disability responsibility. So that 
interface, the policy, there's a lot of grey I think around the 
implementation of the scheme”

Some PLMs discussed the NDIS-health system interface 
in the context of the Council of Australian Governments 
(COAG) principles. For example, as this PLM noted, the COAG 
principles can effect collaboration between services, which 
can have flow on effects for health care:

“The COAG principles have been a huge mistake… dreamed 
up and developed way too early by bureaucrats who've 
never ever worked across their own program boundaries 
let alone tried to design a scheme that could. So, the COAG 
principles have actually stopped collaboration, because 
they've tried to draw a line in the sand between what one 
program is responsible for and what another program 
is responsible for. So now you get the NDIS saying to the 
health service, you have a universal service obligation 
so you'll be doing that. And the health services says, well 
actually no we don't”

The lack of planning around how the NDIS will interface with 
other services and lack of revision of the COAG principles 
to ensure a good transition between services, was also 
highlighted by this PLM:

“The other thing that looked promising from the outset 
were those COAG principles on the interface between 
the NDIS and other parts of the human services system, 
particularly health and mental health. And that should 
have stimulated a debate how we've got to manage those 
interfaces clearly because we should really be offering 
person centered health services. So, we have to make sure 
that health resources or NDIS resources don't leak out to 
those other parts of the service system. But they just never 
get mentioned, and they were revised once and then they 
just have no currency. So things are just getting lost in 
implementation”

The separation between the NDIS and health system can  
also have unintended consequences when there are 
disagreements over which system should fund services,  
as this example illustrates:

“A health service in New South Wales that was offering allied 
health in the community has now closed down all those 
allied health services, because the NDIS is sending people 
to it that the scheme should have been paying for, but was 
saying, no, that's a health service, you go over there. So 
it's made a decision that financially it couldn't keep. It shut 
down all its services to the community - all its allied health. 
So the scheme has had some really bad, unintended, but 
bad consequences.

As previously mentioned, the move to an individualised 
funding model was seen by some PLMs as impacting on 
collaboration between services that can have flow on effects 
for care-coordination and supports for people with complex 
needs. This was further highlighted in the context of the NDIS-
health interface:
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“The general observation is that those interfaces between 
specialist disability services and health, far from becoming 
what you want them to become, which is more sort of 
person centred, and seamless, and for there to be a warm 
handover between those services…and we wouldn’t 
want to go back to block funding, but as a consequence 
of moving to individualised funding, unless support 
coordination is funded, and funded properly, then 
service providers just can’t do it, or won’t do it. And so 
those boundaries are becoming harder, not softer, at the 
interface with particularly acute health, but also with 
community health services and access to primary health 
care, and other health care services as well”

5.3.4 NDIS costing and funding
Economic factors relating to the NDIS were raised by a number 
of PLMs.  Examples of this include the prioritisation of economic 
outcomes, which then affects provision of services:

“My worry is what I would term the Americanisation of our 
human services sector in Australia where we’re prioritising 
economic outcomes which means that we’re also using 
things like closing market economic models just to be able 
to ration, to be able to provide funds to service providers, 
effectively rationing those funds but we’re not doing it the 
way that actually encourages collaboration, efficiencies 
or builds trust between all of the players.  And I have great 
difficulty with the way those kinds of things occur, including 
in relation to the NDIS”

Many PLMs also commented on the amount of funding people 
in the scheme are receiving, which impacts social determinants 
of health when funding is not seen to be adequate:

“We’ve spent years getting people on their own, in the 
community setting, so they could actually be normal, and 
now, “Oh, we can’t afford that,” so now you get $13 an hour 
and 20 people go in a group. And the parent says, “Oh, that 
suits us.” So they sign up to it, and then sure enough, you 
know, the services that have done well out of the NDIS are 
the people who are putting people in groups again”

“Because if you are dependent upon a scheme which has 
this very frugal approach to funding individual plans…
then really what you’re doing is you push that person back 
into a position of extreme disadvantage”

Another issue raised is that with a loss of block funding,  
service providers may not have funds to cover administrative 
costs, which has flow-on effects to their ability to provide  
care coordination:

“There’s an additional administrative burden on service 
providers and that’s not being picked up by the National 
Disability Insurance Scheme.  And I think there’s a real risk 
that services are a bit reluctant to take on new participants 
with complex needs when the pricing doesn’t cover all of 
the extras, you know the staff support, the professional 
development, the supervision, debriefing, all the things 
that are in place to ensure that the high quality service  
is delivered”

The federal oversight of the NDIS raised concerns for some 
PLMs who identified that in response, state governments are 
reducing or cutting funding for disability related advocacy 
with flow-on effects for health outcomes:

“The States can't wait to get out of disability services for 
obvious reasons…they're de-funding all of the advocacy 
at the state levels. And if you look at the modelling and 
the impact on the state budgets of not being involved in 
disability it's kind of massively positive for them. So they 
just can't wait to get out, and draw the line, and then go, 
great, that's a kind of Federal responsibility. Which I think is 
incredibly short sighted, because if the NDIS doesn't work 
it won't show up on the NDIS, it'll show up in health and 
mental health, and community services and elsewhere”

6.0  Policy objectives and initiatives  
for the next 5 years
PLMs were asked to discuss what they see as important policy 
objectives and/or initiatives to achieve in the next five years. 
The main theme to emerge from this discussion is that policy 
needs to be connected (across government levels, between 
health and disability systems, between government agencies, 
between services), there needs to be meaningful consultation 
with people with disability in the policy process, and that cost 
effectiveness of policies should be taken into account with 
both economic and social benefits being measured. As well 
as these main themes, PLMs also identified a range of more 
specific policy objectives in a number of areas. Figure 8. shows 
the types of policy objectives identified: 
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Figure 8. Main themes identified for policy objectives

Figure 9. Major themes related to connected policy
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6.1  Connected policy
The main theme that emerged as a focus for policy change 
in disability and health is that policy needs to become less 
compartmentalised and more connected. Within this theme 
there were a number of policy areas PLMs identified which 
they wanted addressed in order to create more connected 
policy (see Figure 9). 

6.1.1 Consultation with people with disability
A large number of PLMs discussed the need to include people 
with disability in a meaningful way in the policy process.  
All PLMs who discussed this issue believe there is not enough 
consultation with people with disability when policy is  
being developed:

“How do we enable people who are on the ground, who 
know it better than anybody, to actually feed back up 
through the system to the top level. That just doesn't 
happen enough, if it happens at all”

I'm very conscious that the moment we say we must 
include people with a disability in the conversation, we 
must bring them in, we’ve already put them out”

It was also argued that when consultation does occur it can 
often be in a tokenistic way, or there is only representation from 
a person with particular impairments:

“Having people with disability at the table around designing 
health policy and guidance is a critical factor, and not what 
we see for a number of local health districts…they will have 
one token person with disability that’s part of the policy 
design and discussion area. But that could be a person with, 
not downplaying people with physical disability, but it’s 
just disability is such a diverse area, that asking one person 
it just doesn’t account for the broader range of needs of 
people with disability”

As this PLM identifies, it is crucial to ensure policy making 
is connected at different levels (societal, organisational,  
and individual), and unless people with disability are 
embedded in the policy process there is the risk that policy  
will not be effective:

“Unless you're going to tackle macro, meso, micro, and by 
that I mean policy, service and the individual level, and 
make quite sure they're all part of whatever it is, none of it's 
going to work. It'll just fail. It'll sit up there at the policy level, 
people will be told about it, but it won't impact or happen 
at an individual level with the person or with the service 
delivery. Because the policy won't be relevant, or it won't 
work in a way they need it to work with something”

It was also mentioned that in order for people with disability 
to be able to participate in policy making, this requires support 
and advocacy in order for individuals to have a voice:

“You need to skill people up to have a voice…you need to get 
people from all sectors of disability community to be able 
to be represented or have a voice. But to do that they need 
to know how to do that, and they need to be supported to 
do it in a way that works for them” 

6.1.2 Disability-health plan
The need for an overarching disability-health plan was raised 
by a number of PLMs, especially in the light of increasing issues 
arising from the NDIS-health system interface:

“We clearly need to define the NDIS health interface. I think 
that’s really critical. I think we need to look at, well looking 
at how people outside the NDIS are going to access health 
services, I think that needs to be clearly defined”

“I'd just love to be able to have some political will from 
whoever that we would actually drive a disability health 
plan, because we actually really don't have one. We've got 
all sorts of things about access and equity, but we haven't 
really got a disability health plan”

It was also discussed that health is being left out of a range of 
disability policy areas including the National Disability Strategy, 
Aboriginal and Torres Strait Islander people with disability, and 
mental health:

“…we have a National Disability Strategy that doesn’t really 
talk about health…it’s just not strong enough around 
the health outcomes of people with disabilities. It talks 
about improving health, but it doesn’t give us any real 
pathway towards how we might do that. So I think that a 
revision of the National Disability Strategy that is a much 
more assertive document around health care. I think 
that including disability in the Close The Gap process for 
Indigenous Australians with disabilities would be really 
important…I think that including disability in the National 
Mental Health Plan is important. It’s not there. So there are 
these fundamental foundational documents that chart how 
we’re going to respond to both current and emerging health 
care issues in Australia, which are leaving out disability.

6.1.3 Long-term human services plan
Some PLMs discussed that there needs to be a long-term 
overarching, national level, human services plan that covers a 
range of areas and works collaboratively across sectors:

“What I'd like to see in the next five years is the development 
of a human services sector, so this is not just disability 
services, but a human services sector that is truly 
collaborative, involving all three sectors of the economy.  
So business, public sector and not for profit sector, in terms 
of being user focused, and delivering services that users 
really need”
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“The general policy reforms is that it does mean that it 
becomes a sort of a shared responsibility across some 
of those mainstream agencies, particularly health and 
education, and not just the purview of the disability 
department, or the disability sector. Ultimately our victory 
will be that that kind of fades away, that whole notion of a 
disability sector, which looks after people with disability so 
that nobody else has to”

It was also commented that there is a challenge in policy reform 
around targeting policy only for people with disability versus a 
wider population group, given wider policy reform would also 
help people with disability:

“…if you prioritise people with disabilities over others, I’m 
not sure on what basis you would do that… I think that’s 
true in health and so forth.  So I think this is actually where 
the conundrum lies,…it’s the inadequacies of some of our 
more broad based population or policies that is causing 
some of the issues”

6.2  Employment
Some PLMs identified the need to have more employment 
opportunities for people with disability as an important policy 
objective. As these PLMs discussed, being employed also has 
positive flow on effects to other social determinants of health:

Providing more opportunities for people to get into work 
would be the big one, because that then extends on to 
improving their feelings of being included, their feelings of 
having something to do, and sort of making or producing 
something, or contributing something. It gives them a more 
secure income, it gives them a new sort of social network to 
make friends, maybe partners” 

As well as citing employment as a policy objective, there were 
suggestions on some employment initiatives for people with 
disability. These include:

• Case managers to focus on specific skills to increase 
employability

• Outcome payments for service providers who get people 
employment

• Training programs run by people with disability 
• Changes to industrial workplace industrial laws so that 

employers are not “scared off” employing someone with a 
disability

• Grants to provide intensive support for people once they 
gain employment

• Employment targets for people with disability i.e. in the 
public service

• Have people with disability providing service to other 
people with disability through the NDIS

• Changing pay rates for people with disability so they are 
not being exploited through low pay

6.3  Changing community attitudes
PLMs identified that social exclusion is a significant influencing 
factor in the health of people with disability. One of the 
issues identified around social exclusion is negative societal 
and community attitudes towards people with disability. In 
response, some PLMs articulated a need for policies to change 
attitudes, as the following quotes illustrate:

“I would like to see a really tangible change campaign about 
how we change attitudes about disability….we need a 
national initiative around how we change attitudes and 
get an understanding of disability, so it’s clear we’re really 
promoting that disability is part of the usual diversity within 
a community that actually strengthens a community” 

“Cultural change is absolutely required and it’s a cultural 
change not only across governments but also across 
our society and the communities that make up that one 
Australian society to better understand, to be better 
educated, to be educated to be better aware” 

6.4  Cost effective policies
A number of PLMs discussed the cost-effectiveness of 
policies as being important in achieving policy change, as 
governments are often driven by economic imperatives. 
However, it was also identified that there can be benefits 
to policies that are do not provide immediate and visible 
economic benefits.  The challenge lies in being able to frame 
these policies in ways that resonate with policy makers:

“…you’ve got to be able to start thinking about outcomes 
and look at delivery frameworks and approaches that 
have a degree of efficacy that underpin them and use 
those to tell a different story and start to use language that 
governments are increasingly interested in which is return 
on investment” 

The difficulty in measuring benefits that may not be 
immediately tangible and selling these benefits to policy 
makers was also discussed:

“…the real issue is can we find bankable bucks?  So is 
it possible to extract money out of one area to use it in 
a different way that creates a more cost effective tool 
or approach?  And I think that’s where the challenge is 
more difficult because generally these benefits are more 
distributed and long term in nature and really difficult to 
extract the money out of the system.  And so effectively 
the argument back to government is the money will be 
used well but we’re going to need more of it to service 
more people rather than necessarily here is a strategy that 
allows you to provide a high quality service that has better 
outcomes and by the way we can save you money”  

Further, as this PLM identified, often it is economic inputs and 
outputs that are costed in policy design, rather than outcomes 
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(for example outcomes around social issues such as improving 
social connectedness):

“…quite often the cost is around the inputs rather than 
around the outcomes.  So if the outcomes were costed, more 
accurately, then I think we’d be getting better outcomes” 

6.5  Health services that understand disability
As previously identified, one of the contributing factors to 
health inequities for people with disability is a lack of health 
services that understand disability. This means health services 
with staff that have training and education in communicating 
and treating people with disability (with female staff for 
women with disability to access), have a whole person focus 
for treatment decisions, and have physically accessible 
premises. This was also touched upon in the discussion on 
policy objectives and initiatives, with some PLMs mentioning 
initiatives they knew of around more inclusive health services. 
Examples include:

• Agency for clinical innovation in NSW with an intellectual 
disability health group that has developed a Health 
Blueprint designed for health services and provides practical 
case examples of reasonable adjustment in health services 
to improve health outcomes for people with disability.  It 
provides practical tools around, for example, explaining 
health procedures to people with intellectual disability. 

• Victorian Women’s Hospital has a social model in its  
policy that is integrated into clinical practice, for example, 
with specialist clinics set up such as for women with 
intellectual disability.

• Having places that “are designed better for being more 
welcoming of people with disabilities, where more time 
can be spent, which you can do even with Medicare 
arrangements”

6.6 Housing and transport
Housing and transport were mentioned as important social 
determinants but were not discussed in as much detail as policy 
objectives. Ideas that were suggested in housing included:

• Shared equity schemes and allowing people transitions 
into buying

• Reducing discrimination in the private rental market for 
people accessing rentals

• Increase social housing

And for transport:

• Continuing to examine and refine policies on ride-sharing 
services

• Ensuring physical accessibility on public transport  
i.e. that modified wheelchairs can fit not just standard 
sized wheelchairs

6.7  Education and training for health 
professionals
Ideas in this area included:

• Embed a mandatory yearly re-fresher/training course for 
health services around working with people with disability

• Training for people working in the NDIS on human rights 
and disability rights

• More education in health professional university  
courses in communication skills for working with  
people with disability

7.0  Conclusion
The purpose of the first round of interviews with PLMs was 
to gain a broad understanding of what key stakeholders in 
the disability and health sectors view as the most important 
issues and policy gaps in addressing the health of Australians 
with disability.  Disability as a policy area has recently gained 
both political and community attention, in large part due to 
the introduction of the NDIS which has resulted in a significant 
increase in funding to the disability sector. However, despite 
this attention as the expert stakeholders in the Policy Lab 
have identified there are major inequities in the health of 
Australians between people with and without disability. In 
line with both the research literature and significant policy 
reports and strategies the PLMs identified that the most 
important factors impacting on the health of working-age 
Australians with disability are not health services themselves, 
but are the social factors or determinants that shape the way 
people live, work, and interact. These include factors such as 
income and employment, housing and transport, education, 
and social exclusion. These social determinants in turn affect 
people’s access to and experience of health services, creating 
significant health inequities for people with disability.

Despite these findings, many of the challenges in addressing 
the social determinants of health for people with disability are 
not being addressed by recent disability policy investments 
and Australia still lacks a systemic evidence base to inform 
policies to reduce disability-related health inequities. The 
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PLMs identified that addressing these issues requires 
large scale systemic changes, including addressing the 
compartmentalised nature of policy making across a range of 
levels and developing a comprehensive disability-health plan 
and long term human services plan. Even with the addition of 
significant funds into disability in recent years, without policy 
reforms and initiatives which explicitly seek to address the 
social determinants of health for Australians with disability 
health inequities will continue to exist and potentially increase. 

8.0  Future directions
The first interview round was designed to stimulate discussion 
in the Policy Lab more generally around issues and policy gaps 
related to the health inequities experienced by working-age 
Australians with disability, and the social determinants which 
are most influential on health. PLMs were also asked to discuss 
the effectiveness of current health/social policy and given the 
opportunity to broadly outline some of the policy objectives 
they considered most important to achieve in the next 5 years. 
This report provides a descriptive account of the findings from 
these interviews.

Using the information in this report will allow PLMs to reflect 
on what has been discussed and use this knowledge when 
participating in future interview rounds. These future interview 
rounds will begin to focus more specifically on identifying 
what PLMs think are the best policy options to address the 
health of working-age Australians with disability, taking into 
account the viewpoints, issues, and policy gaps identified in 
the first round of interviews.

The information generated from the Policy Lab will also be 
disseminated to the other work programs in the CRE-DH 
in order to facilitate and guide evidence and knowledge 
production, which will in turn be presented back to the expert 
policy group for discussion in future interview rounds. This will 
achieve a dynamic feedback loop between all Work Programs 
over the course of the CRE-DH thus facilitating a multi-
disciplinary, cross-sectoral exchange of knowledge. 
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Appendix 1
Analysis Methodology

Round 1 Interviews
Policy lab members were interviewed between October – 
December 2017. Interviews were conducted individually either 
in person or over the phone and took between 45mins – 1 
hour. An interview schedule was used (see Appendix 3) to 
facilitate discussion in key areas however the interviews were 
intended to be semi-structured and thus Policy Lab members 
were encouraged to expand and elaborate on questions asked.  
All interviews were audio recorded and transcribed verbatim.  

Coding of interview data
Nivivo software was used to code the transcribed interview 
data. Nvivo is a computer software package for qualitative data 
analysis. It is designed to help users organise un-structured 
data such as interview transcripts. The software does not 
analyse data, instead it allows users to classify, arrange, and 
sort data as well as examine relationships in the data.

Thematic analysis
A thematic approach was utilised to code and analyse the 
interview data, as described by Braun and Clarke (29) whereby 
the researcher examines “a data set – be that a number 
of interviews or focus groups, or a range of texts – to find 
repeated patterns of meaning” (p.15). 

Phase one coding
Patterns and themes from each interview transcript were 
identified and ‘like data’ was initially grouped together around 
the questions asked in the interview schedule (i.e. health 
inequities, social determinants, policy effectiveness).

Phase two coding
More focused coding was then completed around the core 
themes identified with extra Sub-themes being delineated. 
This allowed the themes to be refined with data that initially 
may not have gone together (i.e. from separate lines of 
questioning) being brought together. Given the interrelated 
nature of the themes identified data was often relevant to 
more than one theme and thus coded against every theme 
that was deemed relevant.

This resulted in three levels of themes as shown in Table 1.
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Table 1. Interview data themes

Discussion topic Level 1 themes Level 2 themes Level 3 themes
Health inequities experienced 
by Australians with disability

Health service access and 
experience

Geographical factors Living in rural remote region
Physical accessibility

Demographic factors Socio-economic disadvantage
Aboriginal and Torres Strait 
Islander people
Impairment type
Gender

Organisational factors Hospital care
Supported care
Health professionals
Health promotion

Social determinants of health 
for Australians with disability

Income and employment
Social exclusion
Housing and Transport
Other factors

Evidence base in disability 
and health

Lack of evidence base Collection of information
Policy factors Cost effectiveness

Evaluation
Funding

Utilisation of existing 
evidence base

Effectiveness of current 
health/social policy

Ineffective policy Compartmentalised 
disconnected policy

Federal/state government
Government agencies
Service provision
Health-disability systems
Lack whole person policies
Lack of overarching policy

Funding Service provision funding
Advocacy funding
NDS

NDIS Planning
Choice and control
NDIS-health system interface
NDIS costing & funding

Policy objectives and 
initiatives

Connected Policy Consultation with people  
with disability
Disability-health plan
Long term human  
services plan

Employment
Changing community 
attitudes
Cost effective policy
Health services which 
understand disability
Housing
Transport
Education for health 
professionals
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