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FOREWORD  
By the NDRP Research Agenda Guidance Committee  

What is the National Disability Research Partnership (NDRP)? 

The National Disability Research Partnership has been funded by the Commonwealth Department of Social 

Services for two years, 2020-2022 to build the case for large-scale ongoing investment in a collaborative 

and inclusive disability research program that builds the evidence for successful innovation in policy and 

practice.     

The NDRP is guided by four principles: deliver high quality, collaborative research; recognise the 

knowledge of people with disability in research; value all forms of knowledge; and build research 

capacity. More details on these principles can be found at this link: NDRP Principles.  

A Working Party made up of academics and independent advisors, 46% of whom identify as having a 

disability, is facilitating the establishment of the NDRP. 

At the end of the two year Establishment Phase, the NDRP will have completed:  

1. A preliminary NDRP research agenda  

2. Proposed a governance model to support the long term NDRP  

3. A plan for developing disability research capacity in Australia  

4. A practical guide to research funded by the NDRP  

5. Piloted a research funding round to build the evidence base and to demonstrate and refine NDRP 

processes.  

This report relates to the first of these deliverables – the NDRP research agenda. 

What is the NDRP research agenda? 

The NDRP research agenda is being developed to guide the allocation of research funding by the NDRP 

over a ten-year time period. 

The NDRP went through a competitive tender process and appointed a consortium led by the University of 

Sydney (co-leads Professor Jen Smith-Merry and Associate Professor Mary-Ann O’Donovan) to develop 

the research agenda. The Consortium included 30 organisations involving six university or academic 

centres, Disabled People’s Representative Organisations, services, and other non-government organisations 

involved in a range of different activities including advocacy, training, and service provision. People with 

lived experience of disability were key members of the team. 

The Consortium undertook a three-phase process:  

1. Mapping of recent Australian research related to people with disability  

2. Consultation with people with disability and their representative organisations; researchers; 

families and supporters; service providers; governments and other stakeholders to identify key 

issues  

http://www.ndrp.org.au/principles
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3. Synthesis and refinement of findings from the first two phases to contribute to setting an agenda 

for disability research in Australia. 

The second stage included a survey as well as consultation led by organisations involved in the Consortium. 

This report is about the survey results. 

What did the survey involve?  

An online survey was designed by the Consortium. The survey included questions about how people are 

currently using disability research and the areas that research should focus on over the next ten years. The 

Consortium outlined 46 areas that were developed collaboratively by the Consortium and reviewed by its 

Advisory Groups. The topics were diverse, covering groups of people (e.g., experiences of people with 

disability from culturally and linguistically diverse backgrounds), specific domains of life (e.g., employment, 

education), issues such as consumer protection, and broad areas such as policy development and 

evaluation. Survey respondents were asked to nominate up to 7 topics that they believed should be 

prioritised. There were opportunities to provide information in free text responses and open-ended 

questions. Information on how to participate in the survey was distributed through the Consortium’s 

networks via emails and newsletters and promoted on social media. 

Who answered the survey?  

973 people completed the survey. One third identified as a person with disability; 19% were an unpaid 

carer, supporter, or a family member of someone with a disability; 15% were academics with an interest 

in disability research; 13% worked in disability services; 7% worked in advocacy groups or peak bodies 

representing advocacy organisations; and 4% were from government or policy-makers. People may have 

identified across more than one category. 70% of the participants were female and 65% lived in urban 

areas. 

What did they find? 

There was some variation between groups in the areas nominated, particularly between government and 

policy-makers and other groups. Key issues raised by non-government respondents included the design 

and operation of the NDIS and the personal experiences of people with disability (e.g., of accessing and 

receiving support, participating in education, employment etc.). The mental health needs of people with 

disability were nominated as important by all groups except government and advocacy groups and peak 

bodies. Both people with disability and advocacy groups rated the rights of people with disability and 

public attitudes towards people with disability as important areas, while government employees rated 

integration of care within and across systems as the most important area for future research.  

Free text responses emphasised the importance of intersectionality; multiple disadvantage  experienced 

by people with disability across systems such as justice and education; integration (or not) across systems; 

human rights, in terms of how they are not currently being upheld and what works to ensure they are 

realised; accessibility of physical environment, technologies and information; and data collection, research 

and evaluation of whether current supports, services, systems and policies are working or not. The 

importance of people with disability driving the research agenda, the way research is conducted and 

broad accessibility of research outputs were also key themes.  

What are some of the limitations?  

While the survey was useful it has some limitations. Research about disability is broad and cannot be 

synthesised easily into discrete areas. Furthermore, the topics were chosen by the Consortium and their 
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Advisory Groups and may not reflect other groups (not part of the Consortium/Advisory Groups) 

interested in disability research. While the survey had nearly 1000 responses, it is important to recognise 

that the experiences of smaller population groups (e.g., people with disability from culturally and 

linguistically diverse backgrounds) may not be prioritised by others. However, this does not mean that 

issues prioritised by smaller groups are not important enough to be a focus of research funded through the 

NDRP. 

Where to from here?  

This is the second of four reports from the Consortium who are conducting the research agenda setting 

exercise. Two further reports on the consultation and refinement of the research agenda will be released in 

the coming months. From the perspective of the NDRP Working Party the survey findings and written text 

responses provide us with information about some of the issues that should be considered in the NDRP 

research agenda. 

The NDRP Research Agenda Guidance Committee (in alphabetical order)  

Professor Bruce Bonyhady  

Ms Tessa de Vries  

Professor Helen Dickinson  

Professor Anne Kavanagh  

Professor Gwynnyth Llewellyn 
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Executive summary  

This report presents the results of a survey completed by 973 people with involvement or interest in 

Australian disability research. It is part of multi-phase research agenda setting exercise that has been 

conducted to understand existing disability research in Australia and consult with the disability sector to 

understand their priorities for disability research. This research was funded by the National Disability 

Research Partnership (NDRP) to underpin their development of an agenda for Australian disability 

research over the next decade.  The research was conducted by a consortium of non-government 

organisations (NGOs), academics and research partners, including people with lived experience of 

disability. 

 

The co-designed online survey, conducted in early 2021, aimed to gather quantitative and qualitative 

data on the following questions: 

• How is disability research currently being used? 

• What areas should disability research focus on over the next 10 years? 

• How can we create better access to disability research for people who wish to use it? 

The survey forms part of a larger consultation process conducted in partnership with NGOs, the results of 

which will be reported separately.  

 

Summary of Findings 
In total, 973 people submitted a complete survey during the month-long survey period. This included 438 

people with disability (334%), 251 unpaid carers, family members or supporters of a person with 

disability (19%), 193 academics with an involvement or interest in disability research (15%), and 163 

people working in services which provide direct care or support for people with disability (13%). Other 

groups represented were 97 people working in advocacy and peak bodies (7%), 56 policy makers or 

government employees (4%), and 40 people who work in another sector and provide paid care or 

support to people with disability as part of their role (3%). People were able to pick that they belonged 

to multiple groups. In total, 17 respondents identified as Aboriginal and/or Torres Strait Islander (2%); 

328 participants were from regional (26%), rural (8%) or remote (0.2%) areas; 148 respondents were 

culturally and linguistically diverse (16%); and 117 (12%) identified as LGBTIQA+ (12%).  

 

Almost two thirds (63%) of respondents currently use disability-related academic or scientific research. 

Once academics are excluded this percentage is over half (56%). Of those who do not access research, 

31% said that they do not know how to access and use research, 16% could not afford the access fees, 

and 16% said research was not accessible to them in some way. People considered that having open 

(free) availability of research articles (not behind a paywall) (35%) and easy to understand summaries of 

research which, for example, outline the main research points (33%), would make research more 

accessible. A significant minority (12%) reported not accessing research because they regarded it as not 

useful. 

 

When participants were asked to choose their priority areas for future disability research in Australia 

(from a list of 46 options, with free text responses available), the 10 issues most often chosen were:  

1. The design and operation of the NDIS  

2. Mental health needs of people with disability 
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3. The personal experiences of people with disability (e.g., of accessing and receiving support, 

participating in education, employment etc.) 

4. Disability services (including those provided under the NDIS) 

5. The rights of people with disability 

6. Integrated care within and across systems (e.g., health and disability) 

7. Disability-related adjustments or accommodations (e.g., accommodations that assist someone 

with disability to participate in education, employment, live independently) 

8. Ageing with disability 

9. Public attitudes to people with disability 

10. Employment 

 

The top ten priorities overall were then examined in terms of how important they were to different 

respondent groups (see Figure 1). This showed that most respondent groups were broadly similar in their 

prioritization, but that the government employee group differed most significantly from people with 

disability.  

Figure 1: Top 10 overall priorities – ranking of priorities by participant groups. 

Research priority 

Ranking of overall top 10 priorities by each role-based participant group  

(higher rank means a greater proportion of participants from that group nominated 

the research priority as one of their 7 priorities) 
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The design and operation of the NDIS 1 1 2 1 1 1 2 11 3 

Mental health needs of people with disability 2 2 4 2 12 3 3 12 2 

The personal experiences of people with 

disability 
3 3 3 3 3 4 1 10 1 

Disability services (including those provided 

under the NDIS) 
4 6 6 4 8 5 6 13 4 

The rights of people with disability 5 4 8 15 2 25 10 14 19 

Integrated care within and across systems 

(e.g. health and disability) 
6 16 5 13 6 2 5 1 6 

Disability-related adjustments or 

accommodations 
7 8 7 6 16 9 7 5 8 

Ageing with disability 8 7 9 10 26 17 15 18 5 

Public attitudes to people with disability 9 5 13 20 5 10 13 15 22 

Employment 10 9 14 18 15 13 9 3 25 

 

Respondents stated that research would be more useful if it involved people with lived experience of 

disability, their families, allies and supporters through a partnership with researchers in all stages of 

research including agenda setting, development and framing of research questions, design and 

governance. Furthermore, research outputs must also be accessible for participants and target populations.  
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The survey invited respondents to write a free text response to the question “if the new National Disability 

Research Agenda could achieve one thing to make the lives of people with disability in Australia better, 

what would it be?” and asked whether they had any further thoughts on disability research in Australia.  

Overwhelmingly, the response across these two questions was that research needed to be much more 

inclusive than it is at present. People spoke about inclusion relating to the need for all disability policy and 

services to be underpinned by research that clearly included and was driven by the needs and interests of 

people with disability. In addition, people with disability should be driving research and research 

priorities. Research also needed to be inclusive by being accessible to all.  As well as being available, 

research should be created and distributed in ways that all people with an interest in disability research 

can use in their lives and work. 
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Introduction 

This report presents findings from the survey component of a multi-component research agenda setting 

exercise conducted to understand existing Australian disability research and consult with the disability 

sector to understand their priorities for Australian disability research. This research was funded by the 

National Disability Research Partnership (NDRP) to underpin their development of an agenda for 

Australian disability research over the next decade. This task is being led by an inclusive and inter-

disciplinary consortium of academics, representatives of non-government organisations and peak bodies, 

and people with disability.  

 

The first stage involved mapping current Australian disability research via a large-scale systematic 

research-mapping exercise of research outputs published over the 2018-2020 period (Smith-Merry et al, 

2021). This review showed that while disability research is a broad and developing field, research is 

patchy. Some areas are extensively researched and funded, while other topics and groups receive very 

little research attention. However, the review of existing research tells just part of the story as it only lets us 

know what research has been funded and produced, not what research is needed.  

 

To complement the mapping exercise it was essential to understand the priorities for disability research 

held by the disability sector. This report summarises the results of a national survey with individuals with an 

interest in Australian disability research. These results are part of a broader consultation process being 

conducted in partnership with non-government organisations (NGOs), disabled persons’ organisations 

(DPOs), and research groups across Australia. These targeted consultations will address some of the 

potential concerns relating to representativeness of online surveys with people with disability due to 

accessibility issues. 

 

Structure of this report 

The report describes the survey method and a summary of the responses for each question. This includes a 

narrative summary of qualitative responses.   
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Method 

This section of the report outlines the approaches underpinning the development of the survey, its planning 

and administration, and where it fits within the broader consultation process. 

 

Research team 

The overall lead for the survey phase of the consultation was Jen Smith-Merry from the Centre for 

Disability Research and Policy at the University of Sydney. From the Research Agenda Consortium, a 

working group was formed to develop and advise on the consultation process. Members of this working 

group and overall consortium are listed in Appendix 1. 

 

Consultation approach 

The aim of this phase of the research was to conduct a consultation process with people with disability, 

supporters, and stakeholders in order to identify their priorities for Australian disability research. This was 

always going to need a multi-faceted approach given the limitations of different methodologies for either 

reaching large groups of people or targeting those who we need to hear from but who are often left out 

of traditional consultation and research approaches. The online survey results reported here were one part 

of a broader strategy to reach a broad and diverse audience. An online survey is by its nature limited in 

some fundamental ways because it only enables a response from people who can access the types of 

language and communication included in a survey and have access to equipment or support to receive a 

survey and respond.  

 

In order to address this our main consultation strategy was enacted via our NGO and academic partners 

who conducted consultations with their constituents or worked with key groups of respondents. These 

included: people with psychosocial disability, people with intellectual disability, people living in boarding 

houses and disability supported accommodation, children and young people with disability and their 

families, people who use alternative communication methods including Auslan and augmentative and 

alternative communication (AAC). We are also working with Aboriginal research leaders within the team 

and the Aboriginal-run research organisation Ninti One to conduct a targeted consultation with Aboriginal 

and Torres Strait Islander people. These consultation processes are ongoing and will be the subject of 

future reporting. The data from the survey reported in this paper and the targeted consultations reported 

in a complementary paper will be analysed and synthesised to feed into the final phase of the research 

project, which will develop broad research themes based on the consultation and mapping phases. 

Definition of Disability 

The review team used the United Nations (UN) Convention on the Rights of Persons with Disabilities (CRPD) 

description of disability “Persons with disabilities include those who have long-term physical, mental, 

intellectual or sensory impairments which in interaction with various barriers may hinder their full and 

effective participation in society on an equal basis with others.”1 Within the development of this survey we 

 
1 United Nation Convention on the Rights of Persons with Disabilities (2006) Convention on the Rights of 
Persons with Disabilities (CRPD) | United Nations Enable  

https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
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kept this description in mind to ensure that the survey questions allowed for a broad range of perspectives 

and experiences to emerge, for example by allowing people to self-identify and self-characterise their 

disability. As discussed above an acknowledged limitation of this survey is that it was not accessible for all 

people with disability. 

 

Survey design and testing 

The overall questions guiding the survey were: 

• How is Australian disability research currently being used? 

• What areas should Australian disability research focus on over the next 10 years? 

• How can we create better access to disability research for people who wish to use it? 

These questions were explored through a mixed method survey design as described below. The survey 

questions were developed collaboratively with the project consortium core leadership group and Phase 

two working group members. This involved the initial creation of an initial list of research topic areas 

based both on the main areas identified in the research mapping phase of the research along with gaps 

identified, which were discussed iteratively to come up with a master list of topic areas. From this we 

developed a draft survey, which was then distributed for comments across the consortium members and 

project advisory groups, with changes incorporated through several iterations. The final survey contained 

32 questions divided into 3 sections (see Appendix 1):  

• Section 1 asked for information about the person (how they described themselves);  

• Section 2 focused on the topic areas that should be prioritised in disability research, how 

participants currently used research and their preferences for receiving and working with the 

results of research; 

• Section 3 asked for sociodemographic information such as gender, age, place where the person 

lived.   

Pilot for the design of the survey  

The survey was uploaded to the survey management software Qualtrics® and piloted through multiple 

iterations to test for language, readability and accessibility by five people with expertise in survey design 

and lived experience of a range of disabilities. Respondents were advised that the purpose of the pilot-

test was to improve the questionnaire and were asked to critically evaluate it. This included specialised 

accessibility testing for people with vision impairments or who needed to use screen readers and other 

digital translation devices. After the pilot was completed, wording of some questions was slightly modified 

and the University of Sydney Qualtrics template was updated for enhanced readability for people with 

vision impairment. 

Ethics 

Ethical approval was granted by the Human Research Ethics Committees of The University of Sydney 

(Approval number 2021/175). 
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Participant selection and recruitment 

The online survey was open for completion via the survey platform Qualtrics® between 18th April and 24th 

May 2021. The target group for the survey was individuals aged 18 years and over, who lived in 

Australia and identify as having a disability and/or have an interest in disability research. Participants 

were asked to make contact if the survey format did not meet their accessibility needs and a small number 

(N=3) of participants did this. In these cases, the research team sent either a hard copy of the survey or 

administered it by phone and recorded the responses on the respondent’s behalf. People were also invited 

to participate in focus group consultations, and these were hosted by the Centre for Disability Studies and 

Centre for Disability Research and Policy. 

 

Several distribution channels were used to maximise the response rate. The invitation email, which included 

a link to the survey, was sent to the members of the consortium group overseeing the research agenda 

project. This included: 1) Australian NGOs and peak bodies for disability who were asked to distribute the 

survey to their members. 2) Members of our networks who were asked to share a post via their social 

media accounts (via Twitter and Facebook) and 3) Contacts on mailing lists that consortium members are 

part of or manage (e.g., the Sydney Disability Network, the Centre for Disability Research and Policy and 

Centre for Disability Studies) who were asked to share it through their own networks. All members of these 

mailing lists had opted in to receive information about disability research.  

Data analysis  

Quantitative data were analysed using Stata 11.0 for Windows (StataCorp LP, College Station, TX). 

Descriptive statistics were used to summarise the data. Frequencies and proportions were calculated. 

Qualitative data from open ended text-based responses were analysed using a modified thematic 

analysis which involved an open coding technique (Joffe, 2012). This meant that the coding frame was 

provided by each question with developed inductively in relation to the question focus as the individual 

coders worked through the responses to each question. The following process was used: two individual 

members of the research team read through the responses to the question and then independently coded 

10% of responses. They then discussed and checked the thematic codes being utilised to ensure coding was 

reliable in that the codes applied made sense in relation to the data provided. Once differences in coding 

were discussed and settled, one of the coders proceeded to analyse the full set of question responses.  
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Results  
In total, 1,222 respondents commenced the survey, and 973 of these completed the survey and are 

included in the final analysis. Due to the diversity and extent of the recruitment initiatives (using email 

networks and social media distribution across networks), and to protect respondents’ privacy, we did not 

collect any identifying information and as such the response rate cannot be calculated or estimated.    

Participant characteristics 

One third of participants lived in New South Wales (38%); and a majority of all participants identified as 

female (70%) and as living in an urban area (65%). Less than two percent (1.7%) self-identified as 

Aboriginal or Torres Strait Islander, 12% identified as LGBTIQA+ and 15% identified as being from a 

culturally and linguistically diverse background. Full tables of participant characteristics are presented in 

Appendix 2. 

 

All participants were asked what best described them (see Table 1). One third of respondents described 

themselves as a person with disability (34%). Rather than pick from a pre-defined list of disability types 

respondents entered a text-based response, and these text-based responses were then collated for 

frequency. Of these respondents over 50% reported their disability as either vision-related (24%), 

physical (15%) or psychosocial (12%). Further information about respondent groups is available in 

Appendix 2. 

  

Table 1: Participant categories 

What describes you* (N=1300)   

I am a person with disability 438 33.7 

I am an unpaid carer, family member or supporter of 

someone with disability 

 

251 

 

19.3 

I am an academic with an interest in disability research 193 14.8 

I work in disability services which provide direct care or 

support for people with disability 

 

163 

 

12.5 

I work in an advocacy service or peak body that has an 

interest in disability 

 

92 

 

7.1 

I am a policy maker/ civil servant/ government employee 

with interest in disability research 

 

56 

 

4.3 

I work in another sector and provide paid care or support to 

people with disability as part of my role 

 

40 

 

3.1 

Other 67 5.2 

* Participants were able to select more than one category to describe themselves and their interests, so 

totals do not add up to total number of participants. 

 

Participants were able to select more than one category to describe themselves. For example, people with 

disability also identified as an unpaid carer, family member or supporter (n = 57), an academic (n = 46), 

working in disability services (n = 30), working in advocacy or a peak body (n = 34), a policy maker (n = 

16) or working in another sector to provide paid care or support to people with disability (n = 11). Full 

details of the multiple identities selected are listed in Appendix 2.  
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People with disability mainly reported their level of support needs as moderate (37%) or mild (35%).  

Nineteen percent reported being an unpaid carer, family member or supporter of someone with disability. 

People were able to indicate that they cared for more than one person. The majority were caring for one 

person only (72%). Almost a third (28%) cared for more than one person and almost half (40%) described 

the person they care for moderate level of support needs. They were also asked to describe via a free-

text response the disability of the person they support or provide unpaid care for. The most frequent types 

of disability mentioned were autism (18%), intellectual disability (14%) physical (11%), vision (10%) and 

psychosocial (9%).  

 

The third largest group of respondents to the survey were academics with an interest in disability research 

(15%). Fields of interest encompassed by these respondents were health (10%), disability (7%), education 

(5%), psychology (5%) and public health (4%). Other fields with lower rates of involvement included: 

social work, social science, special education, law, mental health sociology and arts.   

 

Respondents who worked in disability services providing direct care or support for people with disability 

made up 13% of the sample. In total, 7% (n = 92) of respondents reported working in an advocacy 

service or peak body that has an interest in disability, and 4% (n = 56) described being a policy maker, 

civil servant, or government employee with interest in disability research.  Of these, almost half worked at 

the federal level (42%), or the state and territory level (40%), with others working at the local level (6%). 

The lower response rates for these categories of respondents needs to be taken into account when reading 

the priority rankings.  

Research priority areas 

Participants were asked to select seven research priorities from a pre-defined list of 46 potential priorities 

(see Appendix 3). Appendix 3 describes the frequency of nomination of each of the 46 response options 

as well as proportion of all possible nominations received for each of these options. Priorities were ranked 

according to the proportion of possible nominations received by each priority option. 

Top 10 priorities overall 

When all participants’ nominations were collated, an overall list of the ten most frequently nominated 

research priority areas was developed. These ten priorities were each nominated by more than 19% but 

less than 31% of respondents, reflecting the large number of options to choose from as well as a relatively 

even spread across these issues. The top 10 issues overall were: 

1. The design and operation of the NDIS (30% of all participants nominated this option as one of 

their seven research priority areas) 

2. Mental health needs of people with disability (30%) 

3. The personal experiences of people with disability (e.g., of accessing and receiving support, 

participating in education, employment etc.) (29%) 

4. Disability services (including those provided under the NDIS) (26%) 

5. The rights of people with disability (22%) 

6. Integrated care within and across systems (e.g., health and disability) (22%) 

7. Disability-related adjustments or accommodations (e.g., accommodations that assist someone 

with disability to participate in education, employment, live independently) (22%) 

8. Ageing with disability (22%) 

9. Public attitudes to people with disability (20%) 
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10. Employment (19.9%). 

Comparison of top 10 priorities by participant role 

The overall top ten priority areas were also examined in terms of the relative emphasis placed on them by 

sub-groups of participants. These are shown in Figures 1 and 2, below. Broad similarity in emphasis on the 

high-ranking priorities is seen across the role-based groups (see Figure 2). More detailed comparison on 

all 46 priorities can be found at Appendix 4. 

The top 4 research priorities across all participants (‘design and operation of the NDIS’, ‘mental health 

needs of people with disability’, ‘personal experiences of people with disability’ and ‘disability services 

including the NDIS’) were among the 6 top priorities of all role-based groups, except for government 

employees. 

Noticeable differences in emphasis on several priority areas were seen between people with disability 

and their families, allies and supporters and all other groups. ‘Supports for daily living’ was ranked below 

21st by all other groups (including government employees at 39th), while people with a disability and 

their families, allies and supporters ranked it higher, at 10th and 12th respectively. ‘Transport’ and 

‘diagnosis and causes of disability’ were more likely to be nominated by people with disability than by 

any other group.  

The ‘rights of people with disability’ was a relatively higher priority for people with disability, their 

families, allies and supporters, and advocacy/peak organisations, when compared with people in paid 

provider roles, academics and government employees. There was a somewhat similar pattern for ‘public 

attitudes to people with disability’. 

Government employees’ top priorities were somewhat different from the general pattern among 

participants. Only 4 of this group’s top 10 priorities were among the top 10 priorities overall. ‘Integrated 

care across systems’ was ranked 1st by government employees, while people with disability ranked this 

the lowest of all the groups, at 12th. There were also marked differences on this priority between people 

with paid roles as providers of disability services (integrated care ranked 13th) and people in paid roles 

in other sectors (ranked 2nd). 

‘Ageing with disability’ was notably lower in priority among advocacy/peak organisations, academics, 

government employees and paid providers of services outside of the disability sector than among people 

with disability, their families, allies and supporters, paid providers in the disability sector, and people with 

other roles. This may be due to some ambiguity around what this phrase means.  

 

Table 2: Top 10 research priority areas by participant type 

 People with 
disability 

Family members 
and unpaid 
carers 

Paid disability 
sector 

Advocacy peak Other paid 
sector  

Academic Government 

1 NDIS design/ ops Experiences 
carers/ families 

NDIS design/ ops NDIS design/ 
ops 

NDIS design/ ops Personal 
experience 

Integrated care 

2 Mental health NDIS design/ ops Mental health Rights Integrated care NDIS design/ ops Aboriginal 
experiences 
needs  

3 Personal 
experiences 

Personal 
experiences 

Personal 
experiences 

Personal 
experiences 

Mental health Mental health Employment 
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4 Rights Mental health Disability 
services 

Discrimination/ 
abuse 

Personal 
experiences 

Aboriginal 
experiences 
needs 

Housing 

5 Public attitudes Integrated care  Disability 
workforce 

Public 
attitudes 

Disability 
services 

Integrated care Adjustments / 
accommodations 

6 Disability 
services  

Disability 
services  

Adjustments/ 
accommodations 

Integrated care Experiences 
carers families 

Disability 
services 

Policy 
development/ 
evaluation 

7 Ageing Adjustments / 
accommodations 

Interventions/ 
treatments 

Policy 
development/ 
evaluation 

Interventions/ 
treatments 

Adjustments / 
accommodations 

Self-advocacy 

8 Adjustments / 
accommodations 

Rights Complex needs Disability 
services 

Aboriginal 
experiences 
needs 

Complex needs Criminal justice 

9 Employment Ageing  Experiences 
carers families 

Experiences 
carers families 

Adjustments / 
accommodations 

Employment Support access 
mainstream 
services 

10 Supports for 
daily living 

Housing Ageing Disability 
workforce 

Public attitudes Rights Personal 
experiences 

 

In Figure 2, rankings reflect where each of the overall top 10 priorities fell in terms of each role-based 

group’s ranking. These role-based rankings were calculated by ordering the proportions of possible 

nominations received by each research priority response option. Rankings are based on an ordering of all 

46 research priorities for each role-based group. This is why some of the ranking numbers in the table are 

greater than 10. 

 

Figure 1: Overall top 10 priorities – comparison by role 

Research priority 

Ranking of overall top 10 priorities by each role-based participant 

group  

(higher rank means a greater proportion of participants from that group 

nominated the research priority as one of their 7 priorities) 
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The design and operation of the 

NDIS 
1 1 2 1 1 1 2 11 3 

Mental health needs of people with 

disability 
2 2 4 2 12 3 3 12 2 

The personal experiences of people 

with disability 
3 3 3 3 3 4 1 10 1 

Disability services (including those 

provided under the NDIS) 
4 6 6 4 8 5 6 13 4 

The rights of people with disability 5 4 8 15 2 25 10 14 19 
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Integrated care within and across 

systems (e.g. health and disability) 
6 16 5 13 6 2 5 1 6 

Disability-related adjustments or 

accommodations 
7 8 7 6 16 9 7 5 8 

Ageing with disability 8 7 9 10 26 17 15 18 5 

Public attitudes to people with 

disability 
9 5 13 20 5 10 13 15 22 

Employment 10 9 14 18 15 13 9 3 25 

 

Figure 2, below, shows the top 10 priority research areas for each of the participant groups. This shows 

that: 

• Research into personal experiences was a common top-10 priority. ‘Personal experiences of 

people with disability’ was a top-10 priority for all role-based groups. ‘Experiences of family 

members and unpaid carers’ was a top-10 priority research area for four groups, while 

‘experiences and needs of Aboriginal and Torres Strait Islander people with disability’ was a top-

10 priority for three groups. 

• Research into meeting the needs of particular groups of people with disability was emphasised in 

terms of ‘ageing with disability’ (three groups), ‘mental health’ (five groups), and ‘complex needs’ 

(two groups). 

• Design and delivery of services in the disability and health sectors was a common type of 

priority, with all groups except government employees having ‘NDIS design and operations’ and 

‘delivery of services (including via the NDIS)’ as top-10 priorities. ‘Integration of care’ across 

services and systems was emphasised by five groups, while research into the disability workforce 

was nominated by two groups, as were ‘interventions and treatments’ to address the impacts of 

disability on individuals.  

• Research on human rights related issues was a top-10 priority in terms of ‘rights of people with 

disability’ (four groups), ‘public attitudes’ (‘discrimination and abuse’ (1 group), ‘self-advocacy’ 

and ‘criminal justice’ (both in the top-10 only for government employees) 

• Equity of access to opportunity in different areas of life for people with disability was a top-10 

research priority in terms of adjustments/accommodations (all groups except advocacy/peaks), 

employment (3 groups), housing (2 groups), ‘support to access mainstream services’ (only 

government) and ‘supports for daily living’ (only people with disability). 

• Education-related priorities, as well as priorities related to how research is done, were notably 

absent from the top-10 lists. Research into policy development and evaluation (2 groups) was one 

exception. 

Priorities of people with disability 

Comparisons were made between the research priorities of all survey respondents (N=973) and survey 

respondents with a disability (n=445) in terms of the proportion of possible nominations for each of the 46 

This analysis was requested by members of the consortium who had lived experience of disability and 

were interested in how priorities varied for people with lived experience of disability compared to people 

who were in other respondent groups. Table 3 shows the response options where there was the greatest 

difference in the nominations (as a proportion of all possible nominations) received among the people with 

disability cohort and the overall cohort, where this difference indicated that a greater importance had 

been placed on the priority by respondents with disability than by the respondents overall. Transport was 
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the priority with the greatest discrepancy in terms of greater likelihood of nomination by people with 

disability than by survey respondents overall. 

 

Table 3: Issues more emphasised by people with disability than overall survey cohort 

Research priority 

Proportion of all possible nominations received 

People with 

disability 

All 

participants 

Difference 

Transport 16.0% 10.8% 5.2% 

Technology development and access 18.0% 13.5% 4.5% 

Public attitudes to people with 

disability 

24.3% 20.0% 4.2% 

Supports for daily living 21.8% 17.7% 4.1% 

The rights of people with disability 25.2% 22.1% 3.1% 

 

Table 4 shows the response options where there was the greatest difference in the nominations (as a 

proportion of all possible nominations) received among the people with disability cohort and the overall 

cohort, where this difference indicated that a lesser importance had been placed on the priority by 

respondents with disability. Experiences of unpaid carers, supporters, family members and allies had the 

greatest discrepancy in terms of lower likelihood of nomination by people with disability. 

 

Table 4: Issues less emphasised by people with disability than by overall survey cohort 

Research priority 

Proportion of all possible nominations received 

People with 

disability 

All 

participants 

Difference 

Experiences of unpaid carers, 

supporters, family members and/or 

allies 

11.2% 18.3% -7.1% 

People with complex needs 11.7% 18.3% -6.6% 

Integrated care within and across 

systems (e.g., health and disability) 

17.1% 22.1% -5.0% 

Disability-related interventions and 

treatments 

13.3% 17.9% -4.6% 

Service development and evaluation 7.0% 10.4% -3.4% 

School-based education 7.2% 10.6% -3.4% 

Mental health needs of people with 

disability 

27.2% 30.3% -3.1% 

Comparison of top 10 priorities by participant age group 

A comparison was conducted by participant age group (see Figure 2). ‘Ageing with disability’ and 

‘disability services’ showed a noticeable age-based difference in priority, with younger age groups being 

less likely than older age groups to nominate these as research priorities. ‘Public attitudes to disability’ and 

‘employment’ were a lower relative research priority for the 65+ age group than for other age groups. 
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Figure 2: Overall top 10 priorities – comparison by age group 

 Ranking of overall top 10 priorities by each age-based 

participant group 

(higher rank means a greater proportion of participants from 

that group nominated the research priority as one of their 7 

priorities) 
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The design and operation of the NDIS 1 3 2 1 2 1 7 3 

Mental health needs of people with 

disability 
2 4 1 3 3 4 2 1 

The personal experiences of people 

with disability 
3 1 6 2 1 3 8 8 

Disability services (including those 

provided under the NDIS) 
4 31 13 4 4 2 3 5 

The rights of people with disability 5 12 7 6 6 17 4 10 

Integrated care within and across 

systems (e.g. health and disability) 
6 8 12 8 9 6 12 4 

Disability-related adjustments or 

accommodations 
7 7 4 22 8 5 6 7 

Ageing with disability 8 28 22 24 13 8 1 9 

Public attitudes to people with 

disability 
9 5 8 7 7 9 22 19 

Employment 10 6 9 12 5 11 20 15 

 

Themes from free-text comments on research priorities 

When asked to add any comments following their selection of seven research priorities, 283 respondents 

provided free-text elaborations or additions to their priorities. Six major content themes emerged from 

inductive coding of these responses: 

• Intersectionality in disability research 

• Integration of systems and supports 

• Quality of life 

• Human rights 

• Accessibility 

• Effectiveness, evaluation and evidence-based policy and practice 

• Public attitudes, awareness and ableism. 

The participants’ views on each of themes are further described below. 
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Intersectionality in disability research 

Many participants’ written comments reflected issues related to intersectionality. These comments were 

often placed in the context of complaints about the discrete categories of research that participants had 

been asked to choose between in the previous question.  Participants stated their concerns that such 

categories cannot adequately reflect the compounding effects of layers of disadvantage and 

discrimination experienced by many people with disability: 

“The thing you need to understand about disability is that it is fundamentally intersectional. The 

long list of areas above is only a mere indication of the sheer breadth of lived moments in which a 

person with a disability is treated differently. Good research acknowledges that there are links 

between these topics (e.g. education and employment); exceptional research realises that they are 

inextricable from one another.” (Participant with disability) 

Intersectionality was expressed in terms of the experience of being a person with disability who is further 

barred from equality and equity of opportunity because of their identity as female, Aboriginal and/or 

Torres Strait Islander, or culturally and linguistically diverse. Age (both older age and younger age) was 

seen to be an additional barrier to equal access to appropriate supports, particularly in relation to 

eligibility for NDIS supports. Several participants pointed out that research needs to take account of such 

intersectionality when considering factors contributing to unequal opportunity to live a flourishing life.  

A second form of intersectionality mentioned by some participants as needing further research was the 

relationship between disability, unequal access to opportunity and adverse life outcomes, including 

outcomes associated with the criminal justice system, education, social isolation and employment. 

Integration and quality of life  

A corollary of intersectionality – the integration of supports and systems to account for intersecting needs 

and disadvantage – was also prominent in free-text responses.  Participants highlighted negative 

experiences of disconnected systems of supports and services, and the need for more attention to the 

interface between these and improving the experience of this interface.  

Participants pointed out that a good quality of life depends on many factors, people, systems and services 

working together, and that issues such as ‘housing’ or ‘leisure’ or ‘assistive technology’ cannot be viewed (or 

researched) in isolation. One of the major problems reported by participants in terms of the quality and 

effectiveness of supports and services was the ‘cracks in the system’ which can create unmet need for 

people with multiple or complex needs.  

Research into more personalised systems of care tailored to each individual’s circumstances and needs was 

mentioned in this context. For example, several respondents mentioned children with autism as requiring 

supports – including from educators and from health professionals – that take account of communication 

and behaviour support needs while also supporting parents and families and providing access to respite. 

Disjointed interfaces and lack of communication between different support services and systems can also 

create frustration and inequity of access for people trying to navigate transitions between, for example, 

NDIS and aged care supports or between early childhood and NDIS supports.  

Some participants felt that research should identify more integrated models of support and identify 

enablers of integration, especially in terms of peoples’ experiences of navigating interfaces between 
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services, systems and agencies and how to improve these. One participant expressed this in terms of both 

how professionals work together as well as how technological systems and processes are organised: 

“[A priority for research is] developing the interface and increasing awareness and understanding 

between medical specialists and ongoing allied health services supporting activities of daily living 

(including Team-based health support approaches).  [Another priority is to research] interfaces 

between technological systems supporting disability and healthcare (e.g. Centrelink, MyAgedCare, 

Home care providers, NDIS, Health professionals, hospitals).” (Participant with disability) 

Human rights  

Another prominent theme was the human rights of people with disability. Aspects of human rights 

highlighted by participants included the right to physical safety and body sovereignty; decision-making, 

capacity and self-advocacy; and implementation of the United Nations Convention on the Rights of People 

with Disability (UNCRPD) in Australia. 

Some participants described how research efforts could be focused to support understanding of the extent 

to which human rights are not currently being upheld, as well as understanding what works in terms of 

furthering human rights in the Australian context.  

Several participants pointed out that the list of categories provided for the previous question did not 

include a category for violence and safety, when this is a significant problem for many people with 

disability: 

“It seems … absurd that we have a Disability Royal Commission, yet there's no 'category' for 

violence?  The category 'Discrimination and abuse' is not satisfactory in relation to violence.” 

(Participant with disability, carer or supporter, advocacy organisation staff) 

Specific reference was made to the issues of physical safety and security in different environments and for 

different population groups. For example, the issue of domestic and family violence against women with 

disability was a concern for several participants. Institutional settings were also mentioned in terms of 

human rights and safety issues such as threats to body sovereignty, restrictive practices, segregation, and 

sterilisation. The impact of out-of-home care and the involvement of child protection services on both 

children and parents with disability was also highlighted as an area needing research. 

Models of decision-making were mentioned as requiring further research, both in terms of how 

guardianship, supported and substituted decision-making currently operate as well as how they might be 

improved to increase capacity for self-advocacy. Several people mentioned research into decisions around 

end-of-life care and a small number mentioned assisted dying in the context of disability. 

Public attitudes, awareness and ableism 

Interwoven in discussions of human rights issues was the notion of ableism and how this affects public 

attitudes towards people with disability as well as public awareness of the needs, strengths and expertise 

of people with disability. Participants mentioned the need to counter ableism as a barrier to equal 

opportunity in a range of life domains including education, careers and work, and social and community 

life. This was linked by some participants to experiencing public discourse about disability as patronising, 

disempowering and pitying. Research approaches might lead the way in changing this discourse to a focus 

on strengths, expertise and full participation, by building capacity in research process and institutional 

structures to enable and promote the role of people with disability in designing, leading and carrying out 
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research. They emphasised that system improvements can be enabled by research which includes the 

expertise of people with lived experience including families, allies and supporters.  

“Research on palliative and terminal care is conducted from a medical / nursing perspective and 

needs to have a broader focus than this.  Also I have seen very little attention from service 

providers on assisting people with disabilities to prepare for their own mortality - this is one topic 

that is not discussed at all in the disability sector.” (Participant with disability, academic) 

 

“There is so much research that is done ABOUT people with disabilities that does not recognise the 

expertise of people with disabilities and including them in the process.” (Participant with disability, 

advocacy organisation staff) 

 

The focus on inclusive research practices was a significant theme across the responses to multiple survey 

questions. 

 

Accessibility  

The accessibility of physical environments, technologies and information was a frequently mentioned theme. 

The importance of these types of accessibility in supporting equity of opportunity and full inclusion in 

community, education, employment and recreation for people with disability was emphasised. One 

participant summed up this view in a comment that “if you don’t have access and are not catered for 

physically or visually, then you can’t get past that to do anything.” 

Respondents identified a need for further research, awareness and translation into policy, both in regard 

to current physical spaces, as well as the accessible design and development of new physical and digital 

spaces. There was a need identified to build an evidence base that responds to contemporary 

developments, to inform design and regulation of accessible, inclusive and sustainable public spaces and 

housing.  

 
For example, in the context of assistive technologies and mobility aids, further research was thought to be 

needed into how policy and building codes could keep up with best practice and advances in technology. 

For example, the increasing size and complexity of mobility aids may not be accounted for in building 

codes, and Web Content Accessibility Guidelines (WCAG) were seen by one participant as a case of 

regulation not keeping up with practice because they are largely based on research into print publication 

accessibility. 

Effectiveness, evaluation and evidence-based policy and practice 

Many participants saw a need for research to focus on the practical issue of evaluating what types of 

supports, services, systems and policies work to improve and sustain opportunities and quality of life for 

people with disability and their families and support people. Some believed that the collection and routine 

use of robust data about the activities and outcomes of disability service providers (including NGOs), as 

well as mainstream health services, was a crucial enabler to supporting evaluation and service 

improvement. Such evaluations could, in turn, inform decision-making by policymakers, government 

agencies, and (in particular) NDIS assessment processes. Effective supports for families, allies and 

supporters (especially parents of children with disability) were also frequently mentioned as an area 

needing an evidence base to underpin a greater level of financial and practical support for their families, 

allies and supporters. 
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Discrimination, equity and access-related research 

Research was needed which provided targeted research data to improve access to employment and 

housing and to reduce inequity, discrimination and stigma.   

 

“Provide opportunities for people with a disability to gain employment and be part of our society 

in another way. We (Australia) [have] the most underemployment of people with a disability and 

it is not good for anyone. Provide opportunity” (Participant with disability) 

 

“Need to properly understand how investing in disability support and inclusion benefits Australia 

as a whole, including economically.” (Participant an academic) 

 

“The ongoing lack of support for people with a disability to integrate society so that they can 

work, study and do all activities that they can as much as anyone not with a disability” (Participant 

with disability) 

 

“To build the evidence base for better disability policy and practice so that Australia can meet it 

obligations under the UNCRPD and the promises Australian governments have made to people 

with disability, their families, carers and supports that they will get a 'fair go'” (Participant 

advocacy organisation staff) 

 

Equity and human rights, and the need to counter abuse, stigma and discrimination were other significant 

themes arising from the responses. Participants spoke about the need to “reduce stigma and ableism in the 

general public and by governments”. Many responses spoke about “equity”, “equal access”, “equal 

opportunities” or “equality” being the ultimate goal of the research agenda. Respondents argued that 

research needed to address complexity and the multi-layered nature of disadvantage and enable 

structural protection for people with disability. Experiences of stigma and public lack of awareness and 

understanding of disability from a human-rights perspective was raised frequently as requiring attention.  

“A better understanding by academics of the CRPD, its norms and legal standards and its 

application to better reflect a human rights approach to research” (Participant with disability) 

Policy and services research 

There was an interest in research that is able to influence policy, and in expanding the evidence base by 

funding research into ‘what works’ so that services could better meet the needs of a wide range of people 

with disability and their interests. As one person commented:  

“Do not have a narrowly defined priority list, but to fund research based on solid methodology. A 

priority list is heavily influenced by stronger voices which sometimes mean other voices would be 

less heard and researched.” (Participant a policy maker) 

 

Improving the NDIS, service provision and service systems was highlighted by a large number of 

participants. The NDIS-related responses mainly focused on the need to get the NDIS to “work better” for 

people with disability, “protect” and “reform” a “broken system” and increase “transparency” of scheme 

operations. Other strong themes emphasised in the responses were the need for the agenda to focus on 

addressing issues related to funding, accommodation and employment. A significant number of 

respondents called for investment and research into improving disability services in Australia. Respondents 

specifically pointed to a need for research into how services and access to services change as people age, 
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how they accommodate for people with severe and multiple disabilities and those without informal 

supports was highlighted. Several respondents wanted to see researchers drawing on NDIS use, funding 

and outcomes data to aid in identification of the strengths, weaknesses and areas of improvement for this 

service.  

Reasons for nominating research priorities 

 

Participants were asked: Why do you think we need to have more research in the areas that you 

prioritised? They selected from a list of pre-determined research need types.  Participants described a 

need for research for policy (17%), service design and implementation (16%) and advocacy (16%) (see 

Figure 3). 

 

Figure 3: Reasons why research areas were prioritised  

*Participants could provide more than one response 

 
 

 

The goal of future disability research 

Participants were asked “if the new National Disability Research Agenda could achieve one thing to make 

the lives of people with disability in Australia better, what would it be?” There were 636 responses which 

addressed the topic and could be thematically analysed in relation to the question (e.g., responses such as 

‘none’ or ‘don’t know’, or did not address the question at all were excluded). Some people gave two areas 
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despite the question wording, so these were coded separately. The main themes identified are listed in the 

table below.  

 

Table 5: Aims for the National Disability Research Agenda 

Theme Frequency Percentage of 

question responses 

Inclusion of people with disability (in society, services and 

research) 

113 18% 

Improving research  90 14% 

Accessibility 75 12% 

Improving the NDIS 49 8% 

Funding (for individuals or sector) 34 5% 

Voice/lived experience 33 5% 

Services 30 5% 

Employment 27 4% 

Equality and human rights 25 4% 

Abuse, discrimination and stigma 17 3% 

Accommodation  10 2% 

 

The broad topic of ‘improving research’ was a main theme which is understandable given the topic of the 

question and broader survey. The strongest theme was that people with disability should be “in charge of 

setting the research agenda” and that all research should be in partnership with people with disability, with 

the perspectives of people with disability key to project design. This is discussed further below.  

 

Participants were asked if there was anything they would like to tell us about how research is done that 

would improve its usefulness to those with disability and their families, allies and supporters.  Half of the 

participants (51%) provided an answer. The involvement of people with lived experience of disability 

(mainly as either people with disability or family members) in research was very commonly mentioned by 

survey respondents. In total, codes that related to this concept were assigned 118 times. 36 answers 

related to the general involvement of people with disability, their families, allies and supporters, advocacy 

groups and policy makers in research. 

 

“Research needs to focus more on disabled voices and stop centering non-disabled voices, 

regardless of their relationship with actually disabled people.” (Participant with disability) 

 

Other comments included giving researchers better access to people with disability who are interested in 

research participation, finding better ways to include individuals that are hard to reach (including people 

in aged care, group homes, people under involuntary treatment orders, people in the criminal justice 

system), promoting research plans in centralised way (e.g., via centralised websites), make research 

participation less time consuming and more flexible (e.g., offering appointments outside of usual office 

hours to include people in the workforce), creating safe and child-friendly environments, and spreading 

information about relevant studies through healthcare providers and local services.  

Inclusion in research development and completion 

Inclusion was the core theme of free text responses across all open text response fields.  
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Almost a third of participants 252 (26%) completed the question “Is there anything else you would like to 

say about disability research in Australia?”. The most frequent theme that emerged from this question was 

the importance of advocacy and a disability-led voice. While this was mentioned in various contexts, it was 

overwhelmingly mentioned in regard to the conduct of disability research, with many participants 

advocating for the inclusion of lived experience, meaningful consumer engagement and a co-design 

approach to research.  

 

"These are our stories and our lives. Please, let us tell them". (Participant with disability) 

 

A number of responses focused on diversity and inclusion in research. A common sentiment was that 

inclusive research practices are critical to the progress of disability research in Australia. It was seen as 

important to include as many disabled voices as possible, as often some groups are more visible or vocal 

than others. Research “should not be based on the celebrity status of the disability sufferer” or “those with the 

largest voices”. Multiple responses highlighted the heterogeneity of the disability population, urging future 

research efforts to prioritise the inclusion of all disability types, people of colour and those from culturally 

and linguistically diverse backgrounds.  

 

The free-text responses from other questions showed that many people wished for input from people with 

disability and their support networks into research development and creation via a ‘partnership’ between 

these groups and researchers. Involvement was needed in all stages of research including agenda setting, 

development and framing of research questions, design, governance, and completion was mentioned.  

 

“Research needs to include as many different types of disabilities and their families and carers as 

it often isn't relevant to everyone.” (Participant a family member or supporter) 

 

There should be strategies to bring in a broad range of voices, including people with disability not usually 

included on research teams, including people in rural areas, gender diversity and children with disability. 

Several participants mentioned the use of effective communication about research projects with people 

with disabilities and their families, allies and supporters. This included giving updates on projects that 

people had previously participated in. Related to study participation, two participants also mentioned the 

importance of inclusion of people with disability in studies that focus on other topics.  

 

There was a strong focus on the agenda achieving a recognition of the needs and strengths of people with 

disability and including this in the design of policy, research and services. For example, “Ensuring that 

society, service systems and those working in them view the inclusion of people with disability as their 

responsibility.“ The following response emphasises the need to include the voices of a broad range of 

people with disability in this design: “To have real people heard - rather than the same people. A broad 

spectrum of people with disability, including Aboriginal and Torres Strait Islander people.” Participants also 

spoke about the inclusion of people within society, including employment and education. Responses strongly 

reflected that there was a need for research that created greater understanding of disability in society to 

enable inclusion.  

 

Collaboration and inclusion needed to be a key focus so that researchers, consumers and service providers, 

as well as different institutions and disciplines could come together to solve practice and policy problems.  
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“It remains siloed – (the) challenge is to bring together social, employment and health researchers” 

(Participant an academic) 

“It would be beneficial to have more opportunity for academics to connect directly with the sector 

and communities they are researching.” (Participant with disability, advocacy organisations staff) 

 

Apart from the broad aim of inclusive research and co-design, several specific research approaches were 

mentioned by survey respondents, including action research, participatory research and Indigenous 

methodologies. Several people also mentioned that they would like disability research approaches to be 

flexible, less formal and not limited to academics. Producing translational research that has an impact on 

policy, is implemented and services that ultimately make a difference to the lives of people with disability 

was another aspect frequently mentioned. Respondents mentioned that there needs to be funding for the 

involvement of people with disabilities and the adoption of research results. There was a need for 

increased funding for disability research in general, “we need a consistent, dedicated pool of research 

money”, as well as to specifically support the production of high-quality research and investment in the 

“next generation of scholars, many of whom are outstanding academics with disability.” A number of 

respondents felt that research related to disability is “undervalued by traditional research funding bodies”. 

Disability research needs and access 

Participants were asked their opinion about their use and need for disability-focussed research, 

preferences around research outputs, their priorities for disability research in Australia and the reasons for 

these choices.  

 

More than half of the respondents (63%) currently use disability-related academic or scientific research 

(see Table 6). Once academics are excluded this percentage is over half (56%) of the remaining 

participants. One third (31%) stated that they used research for the purpose of service development. 

Examples of service development activities were ‘benchmarking’ and developing policies for organisations, 

establishing evidence-based practice and to support seed-funding for innovative service design and 

delivery. Twenty two percent of respondents used it for study, their own academic research programs 

and/or as a tool to support academic teaching. Close to 17% of participants used research because of 

their personal or general interest in the area. Just under 10% indicated that they used research in relation 

to their own lived experience of disability, with the most commonly cited reason being to find out more 

about trajectories related to their own disability type and or those of someone that they knew or cared 

for. Eight percent of respondents stated that there was a health-based reason for using research, reasons 

varied from clinical based service development, planning and practice to the effectiveness of treatments 

and clinical interventions. A similar percentage stated that they used research for their professional 

development activities.  

 

Table 6: Use of disability-related academic or scientific research 

Characteristic   N % 

Currently use disability-related academic or scientific research (N=961)   

Yes 609 63.4 

No 307 32.0 

Unsure 45 4.7 

What makes it hard to use research? (N=443)*   

I am not sure how to access and use research 135 30.5 
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I cannot afford the fees required to access research 72 16.3 

Cannot access research easily 69 15.6 

It's not useful to me 54 12.2 

There is no research available in the areas that I am interested in 32 7.2 

Other 81 18.3 

* Participants were able to select multiple options. 

 

One third of respondents do not use disability-related academic or scientific research (32%). The main 

reason provided was that they were unsure how to access and use research (31%). A smaller number of 

participants stated that it was hard to use or read research because they were time limited as a result of 

their caring commitments to people with disability or in general. 

Making research more accessible 

One third of participants considered that having open (free) availability of research articles (not behind a 

paywall) (35%) and easy to understand summaries of research which outline main research points (33%) 

(see Table 7) were key ways to make research more accessible. In addition to these areas a small number 

of survey participants indicated other areas of consideration when it comes to accessible disability 

research.   

 

Table 7: Ways that disability research can be made more accessible to peoples’ needs 

Ways that disability research can be made more accessible to peoples’ 

needs.* (N=1886) 

N % 

Open (free) availability of research articles (not behind a paywall)  667 35.4 

Easy to understand summaries of research which outline main research points  629 33.4 

Accessible versions of research (e.g. Easy English, Braille, Auslan)  312 16.5 

I currently have no problems accessing the research I need  152 8.1 

I do not need to access disability research myself  36 1.9 

I am not sure  54 2.9 

Other  36 1.9 

* Participants were able to select multiple options. 

 

Respondents mentioned that research outputs should be accessible for participants and target populations, 

including people with all types of disability, their families, carers, advocates, peak bodies, disability 

professionals, elderly, culturally and linguistically diverse communities and teachers. Findings should be 

published in accessible forms for those with visual, hearing and intellectual disabilities, those that do not 

have a research or academic background and those who may speak English as a second language.  

“People with disabilities tend to have less opportunities to study and as such we need the 

information in an accessible form so the knowledge is accessible to more people.” (Person with 

disability, family member or supporter, disability service staff) 

Strategies that were mentioned to increase accessibility were open access publications, easy and plain 

English versions, translations into multiple languages, Auslan, video and audio formats, telehealth, engaging 

summaries, talking books, braille and writing strategies that clearly stated research implications. 

Fundamentally, research should be formulated in ways that people can use in their lives:  
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“Promulgate evidence-based research in an easy to access way that supports people with 

disability to make informed choices about their lives.” (Participant a policy maker) 

 

Participants felt that dissemination of research should involve cross sector communication and 

communication to the public, so that people know that it is available. The wider sharing of disability 

research should increase the utilisation of research where it matters such as with disability support workers.  

Suggestions for how to do this were offered:  

“regular simple digest of disability research that covers all research topics and can be shared 

easily” (Participant advocacy organisation staff) 

“There needs to be a wide range of knowledge translation strategies including conferences events 

webinars, podcasts for a range of audiences including new users of research evidence especially 

people with disability” (Participant an academic) 

Another suggestion was to have people with disability and their families, allies and supporters check 

research outputs before they were published, as well as giving easy explanations of statistics.  

 

Knowledge translation of research into practice was also mentioned by respondents.  

“There needs to be a thread of accountability between knowledge and impact.  If we understand 

something better, how does that translate into changed practice?  Consideration needs to be given 

to the implementation of research results into the real world or the potential of disability research 

will be lost.” (Participant disability services staff) 

Most of these respondents highlighted knowledge translation as a key area of need broadly across the 

field of disability research, while some stated the importance of knowledge translation with regard to 

policy making.  

“Governments need to honestly listen, comprehend and make good use of the recommendations in 

their policies, legislation and governance” (Participant a family member or supporter) 

Groups currently missing from disability research 

Participants were asked if there were any groups they believed are currently lacking a voice in disability 

research in Australia and should be prioritised. A total of 589/972 (60.6%) participants provided an 

answer (See Table 9). The question was open-ended, and most respondents included multiple groups in 

their answers. While the responses to this question were disability specific, respondents considered 

different groups of impairments and socio-demographic intersectionalities among different groups of 

people with disability. Frequencies of each group are analysed and reported separately under the two 

categories – impairment types and socio-demographic characteristics. Frequencies reported in this section 

are among the valid responses (n=499) after excluding missing and ‘not specified’ answers.  

 

Table 9: Groups that are currently lacking a voice in disability research in Australia and should be 

prioritised 

Characteristic  N % 

Impairment (N=348)   
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All types  45 9.02 

Psycho-social  45 9.02 

Intellectual disability  41 8.22 

Neurodevelopmental  36 7.21 

Complex or high support needs  28 5.61 

Communication  28 5.61 

Vision  19 3.81 

Multiple disabilities  15 3.01 

Cognitive  12 2.40 

Neurological  11 2.20 

Rare disorders  11 2.20 

Others  57 11.42 

Priority group other (N=338)   

Aboriginal and Torres Strait Islanders  61 12.22 

Culturally and linguistically diverse community 41 8.22 

Families, allies and supporters 40 8.02 

Children and young people  38 7.62 

LGBTIQ+ 23 4.61 

Incarcerated  14 2.81 

Rural and remote  12 2.40 

Girls and women  11 2.20 

Ineligible for NDIS and other schemes  10 2.00 

Others  88 17.64 

 

Respondents highlighted people with invisible disability and those who are dependent on carers for their 

communication needs are more likely to lack a voice in disability research. The most frequently reported 

responses under the impairment type category were all types (45, 9%), psychosocial disability (45, 9%), 

intellectual disability (41, 8%) and neurodevelopmental disorders (36, 7%). Less frequently reported 

(<2%) groups were categorised as the ‘other’ types, which included hearing impairment, physical 

impairment, chronic pain, mild types of impairments, neurodegenerative conditions, acquired injuries and 

sporadic conditions.  

 

Most respondents answered that Aboriginal and Torres Strait Islander people (61, 12%) are lacking a 

voice in disability research. Following this group, culturally and linguistically diverse community members 

(41, 8%), families, allies and supporters (40, 8%), and children and young people with disability (38, 

8%) were commonly reported groups. The less frequently reported (<2%) groups classified as the ‘others’ 

included migrants, service providers, families, allies and supporters with disability, siblings, lower socio-

economic status, elderly, ethnic minorities, victims of violence and those institutionalised. A small number of 

responses included employers, teachers, peak bodies and advocacy groups. 

Conclusion 

Taken together the results of this survey demonstrate a number of significant findings related to what we 

should prioritise in disability research and how disability research should be done. Overwhelmingly the 
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results point to the need for disability research to at the very least be inclusive of people with disability, 

and preferably led by people with disability. Analysis of the differential prioritisation by respondent 

groups shows that priorities of all groups combined do not clearly reflect the priorities of people with 

disability, and that for some groups, such as government policy makers, the priorities identified are starkly 

different. The respondents had strong views on their research priorities and the need for research to be 

used in policy and service design, for addressing discrimination and inequity and for individuals in their 

own lives. The results also show that disability research is not currently accessible or useful to a large 

proportion of people who might benefit from accessing it. Accessibility is limited by the formats through 

which research results are communicated and distributed. It is essential that the future of disability research 

is accessible and this drive to accessibility and inclusion needs to sit alongside the decision made about the 

priorities for future disability research in Australia. 

Limitations 

The strengths of this survey are in the large sample it was able to include and the broad variety of 

respondent groups included. However, there are some limitations. The views presented in this survey reflect 

a convenience sample of those people we were able to connect with via our recruitment strategy, which 

was by social media and our academic and NGO partners. It will therefore not reflect the views of people 

with disability who are not connected to these social media and partner networks. As this was an online 

survey it was limited in accessibility and therefore some groups of people are not represented (see 

Appendix 2). Other consultations in this project have targeted groups who may be under-represented in 

this type of data collection method and recruitment strategy. For these reasons the results of the survey 

should be read in the context of its limitations and as part of our overall consultation findings.  

 

The survey is also limited by its design. The survey was designed by a large group mainly consisting of 

academics and people working in NGOs. While this group did include people with disability and people, 

Aboriginal and Torres Strait Islander people and people from culturally and linguistically diverse 

backgrounds, these were mostly those people already connected with the project and its goals. It may 

therefore reflect the perspective of a group of people who already think in similar ways. The survey was 

not underpinned by a particular theoretical perspective or framework. This choice was made so that it 

allowed people to express themselves in relation to their own experiences rather than reacting to an 

imposed framework. However, in doing so this may have meant that the responses reflected prevailing 

norms or stereotypes. Participants were asked to pick research priorities from a large number of pre-

determined topic areas and while they were able to select areas of their own to prioritise, they may have 

been more likely to pick those areas already listed.  
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Appendix 1. Members of the consortium and 

those working on phase 2 

Consortium partners: whole of project  

University of Sydney (project lead) 

Ability First 

Australian Association of Special Education 

Australian Federation of Disability Organisations  

Australian National University Lived Research Unit 

Autism Awareness Australia 

Centre for Social Impact National (including University of NSW, Swinburne University, University of 

Western Australia) 

Children and young people research group (including Murdoch Children’s Research Institute, Monash 

University, Australian Catholic University) 

Community Resource Unit 

Council of Regional Disability Organisations  

Deaf Victoria Inc. (and Expression Australia) 

Deakin University 

Disability Advocacy Network Australia  

Disability Research Network, The University of Technology Sydney 

Family Advocacy 

Inclusion Australia 

Inclusion Melbourne 

Kindship 

Nossal Institute for Global Health, The University of Melbourne 

Mobility and Accessibility for Children in Australia Inc. 

Motor Neurone Disease Australia 

National Disability Services 

Neurodevelopment Australia 

Ninti One 

NSW Council for Intellectual Disability  

Onemda Research and Innovation Centre 

Queenslanders with Disability Network  

Settlement Services International  

University of Melbourne 

University of Queensland 

Vision Australia 

Women With Disability Australia  

 

Academic advisers: Elizabeth McEntyre, Priscilla Ferazzi, Gerard Goggin. 

 

Consortium partners active in Phase 2 

Non-government organisations and representatives: 
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Inclusion Melbourne (Nathan Despott; Marita Dunphy); Inclusion Australia (Catherine McAlpine; Becky 

Rowe); Settlement Services International (Tadgh McMahon); Australian Association of Special Education 

(AASE) (Rahul Ganguly); Autism Awareness Australia (Nicole Rogerson); Council for Intellectual Disability 

(CID) (Rachel Spencer); Disability Advocacy Network Australia (DANA) (Mary Mallett); National 

Disability Services (David Moody; Philippa Angley); Family Advocacy (Cecile Elder); Onemda (Janice 

O’Connor); Deaf Victoria (Maxine Buxton); Mobility and Accessibility for Children in Australia Inc. 

(MACA) (Helen Lindner) 

  

Academic research team members: 

Kate Anderson, Michelle Banfield, Gemma Carey, Simon Darcy, Kathy Ellem, John Gilroy, Adam 

Guastella, Bronwyn Hemsley, Christine Imms, Manjula Marella, Keith McVilly, Mary-Ann O’Donovan, Jen 

Smith-Merry, Ivy Yen, Jenny Plumb, Gisselle Gallego, Angela Dew. 
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Appendix 2. Participant characteristics 

Table 10: Sociodemographic characteristics of participants 

Characteristic n % 

Gender (n=959)   

Female  673 70.2 

Male 254 26.5 

Non-Binary 14 1.5 

Other or prefer not to say 18 1.9 

Age (n=898)   

18-24 years 32 3.6 

25-34 years 128 14.3 

35-44 years 182 20.3 

45-54 years 195 21.7 

55-64 years 209 23.3 

65+ years 152 16.9 

Location (n=947)   

Urban (city) 617 64.6 

Regional 251 26.4 

Rural 74 7.7 

Remote 2 0.2 

Other  3 1.1 

Aboriginal or Torres Strait Islander (n=952)   

Yes 17 1.8 

LGBTIQA+ (n=946)   

Yes 117 12.4 

Culturally and linguistically diverse (n=951)   

Yes 148 15.6 

-Community (n=72)   

South-East Asian/Asian/Chinese 28 38.9 

European 19 26.4 

Other 25 34.7 

State and Territory (n=970)   

New South Wales 371 38.2 

Victoria 255 26.3 

Queensland 169 17.4 

Western Australia 56 5.8 

South Australia 46 4.7 

Australian Capital Territory 39 4 

Tasmania 14 1.4 

Northern Territory 6 0.6 

I do not live in Australia, but I identify as Australian 6 0.6 

What describes you* (N=1300)   

I am a person with disability 438 33.7 
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I am an unpaid carer, family member or supporter of 

someone with disability 

 

251 

 

19.3 

I am an academic with an interest in disability research 193 14.8 

I work in disability services which provide direct care or 

support for people with disability 

 

163 

 

12.5 

I work in an advocacy service or peak body that has an 

interest in disability 

 

92 

 

7.1 

I am a policy maker/ civil servant/ government employee 

with interest in disability research 

 

56 

 

4.3 

I work in another sector and provide paid care or support to 

people with disability as part of my role 

 

40 

 

3.1 

Other 67 5.2 

* Participants were able to select more than one category to describe themselves and their interests, so 

totals do not add up to 100%. 

 

Table 11: Participant demographics, young people aged 18-34 (n=160) 

Characteristic (N=160) n % 

Gender   

Female 114  71 

Male 34  21 

Non-binary 8  5 

Other 2  1 

Age   

25 – 34 years 128  80 

18 – 24 years 32  20 

Aboriginal or Torres Strait Islander   

No 152  95 

Prefer not to say 3  2 

Yes, Aboriginal 3  2 

Yes, Torres Strait Islander 0  0 

Yes, Aboriginal and Torres Strait Islander 0  0 

LGBTIQA+   

No 106  66 

Yes 44  28 

Prefer not to say 8  5 

Culturally and linguistically diverse community   

No 112  72 

Yes 44  28 

State or Territory    

NSW 64  40 
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VIC 39 24 

QLD 27  17 

ACT 14  9 

WA 8  5 

SA 5  3 

TAS 2  1 

NT 1  1 

Type of area do you live in   

Urban 107  69 

Regional 39  25 

Rural 7  5 

Remote 0  0 

Other 2  1 

 

Table 12: Characteristics of people with disability (as reported by person with disability) 

Characteristic N % 

Type of disability – Person (N=597)*   

Vision 146 24.5 

Physical 90 15.1 

Psychosocial 74 12.4 

Medical condition 52 8.7 

Hearing 37 6.2 

Neurological 33 5.5 

Autism 29 4.9 

Brain Injury 16 2.7 

Pain 15 2.5 

Cerebral palsy 13 2.2 

Intellectual disability 18 3.0 

ADHD 10 1.7 

Quadriplegia/Paraplegia 8 1.3 

Fibromyalgia 5 0.8 

Multiple sclerosis 5 0.8 

Neurodevelopmental 4 0.7 

Spina bifida 4 0.7 

Arthritis 5 0.8 

Dementia 2 0.3 

Myalgic encephalomyelitis 2 0.3 

Speech 2 0.3 

Tourettes 1 0.2 

Charcot marie tooth 1 0.2 

Parkinson's disease 1 0.2 

Other* 24 4.0 
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Support needs (N=432)   

Moderate (moderate support needs)  160 37.0 

Mild (low support needs)  149 34.5 

None (independent) no support required but may use assistive 

technology  

69 16.0 

Severe (high support needs)  47 11.0 

Profound (very high support needs) 24-hour assistance 7 1.6 

* People were able to choose more than one support need, which is why the total adds up to more than 

the number of people with disability who participated.  

 

Table 13: Participant identification of multiple groups.  

What describes you*  I am a 

person 

with 

disability 

I am an 

unpaid 

carer, 

family 

member or 

supporter 

of someone 

with 

disability  

I am an 

academic 

with an 

interest in 

disability 

research  

I work in 

disability 

services 

which 

provide 

direct care 

or support 

for people 

with 

disability  

I work in 

an 

advocacy 

service or 

peak 

body that 

has an 

interest in 

disability  

I am a 

policy 

maker/ civil 

servant/ 

government 

employee 

with interest 

in disability 

research  

I work in 

another 

sector and 

provide paid 

care or 

support to 

people with 

disability as 

part of my 

role  

I am a person with 

disability 

438 57 46 30 34 16 11 

I am an unpaid carer, 

family member or 

supporter of someone 

with disability 

 

57 

 

251 

42 30 31 11 13 

I am an academic with 

an interest in disability 

research 

46 42 193 25 20 9 9 

I work in disability 

services which provide 

direct care or support 

for people with 

disability 

30 30 25 163 11 5 7 

I work in an advocacy 

service or peak body 

that has an interest in 

disability 

34 31 20 11 92 6 5 

I am a policy maker/ 

civil servant/ 

government employee 

with interest in 

disability research 

16 11 9 5 6 56 3 
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I work in another sector 

and provide paid care 

or support to people 

with disability as part 

of my role 

11 13 9 7 5 3 40 

* Participants were able to select more than one category to describe themselves and their interest. 

 

Appendix 3. Full list of priority areas 

 

Table 14: Ranking of 46 priority areas (by number of nominations) (N=973) 

Rank Priority area n % of possible 

nominations 

1 The design and operation of the NDIS 296 30.4 

2 Mental health needs of people with disability 295 30.3 

3 The personal experiences of people with disability (e.g., of 

accessing and receiving support, participating in education, 

employment etc.) 

277 28.5 

4 Disability services (including those provided under the NDIS) 251 25.8 

5 The rights of people with disability 215 22.1 

6 Integrated care within and across systems (e.g., health and 

disability) 

215 22.1 

7 Disability-related adjustments or accommodations (e.g., 

accommodations that assist someone with disability to participate 

in education, employment, live independently) 

212 21.8 

8 Ageing with disability 211 21.7 

9 Public attitudes to people with disability 195 20.0 

10 Employment 194 19.9 

11 Experiences of unpaid carers, supporters, family members 

and/or allies 

178 18.3 

12 People with complex needs 178 18.3 

13 Disability workforce-related issues 174 17.9 

14 Disability-related interventions and treatments 174 17.9 

15 Discrimination and abuse 173 17.8 

16 Supports for daily living 172 17.7 

17 Housing 171 17.6 

18 Experiences and needs of Aboriginal and Torres Strait Islander 

people with disability 

164 16.9 

19 Self-advocacy of people with disability 161 16.5 

20 Supports for accessing mainstream services such as mental and 

physical health care 

161 16.5 

21 Diagnosis and causes of disability 143 14.7 
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Rank Priority area n % of possible 

nominations 

22 Technology development and access 131 13.5 

23 Communication technology (e.g., speech generating devices) and 

communication needs related to technology (e.g. using 

telephones, computers) 

128 13.2 

24 Policy development and evaluation 121 12.4 

25 Experiences and needs of people with disability from Cultural 

and Linguistically Diverse communities 

116 11.9 

26 Early childhood intervention services and supports 111 11.4 

27 Transport 105 10.8 

28 School-based education 103 10.6 

29 Service development and evaluation 101 10.4 

30 Information access (e.g. accessibility of disability-related 

websites) 

97 10.0 

31 Communication access 95 9.8 

32 Health literacy (accessing, understanding and using health 

information) 

95 9.8 

33 Early adult transitions 89 9.1 

34 Criminal justice 82 8.4 

35 Sexuality/sexual expression 82 8.4 

36 Vocational and higher education 72 7.4 

37 Leisure and recreation 69 7.1 

38 Critical theoretical approaches to disability 61 6.3 

39 Experiences and needs of people with disability who identify as 

LGBTIQA+ 

57 5.9 

40 Citizenship and advocacy 49 5.0 

41 Legal issues 44 4.5 

42 Consumer protection and related issues 43 4.4 

43 Sports/Physical Activity 42 4.3 

44 Tourism/travel 37 3.8 

45 Outdoor Recreation/Park Access 36 3.7 

46 The arts, religion or philosophy 22 2.3 
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Table 15: Research priorities of young people aged 18-34 

Research Priorities*  n (%) 

Mental health needs of people with disability 30 (35.3) 

Public attitudes to people with disability 25 (29.4) 

Self-advocacy of people with disability 25 (29.4) 

Disability-related adjustments or accommodations  24 (28.2) 

The design and operation of the NDIS 23 (27.1) 

Employment 22 (25.9) 

The personal experiences of people with disability  22 (25.9) 

Discrimination and abuse 20 (23.5) 

The rights of people with disability 20 (23.5) 

Disability workforce-related issues 19 (22.4) 

Experiences and needs of Aboriginal and TSI people with disability 18 (21.2) 

Integrated care within and across systems (e.g. health and disability) 16 (18.8) 

Technology development and access 15 (17.6) 

Experiences and needs of people with disability who identify as LGBTIQA+ 15 (17.6) 

Disability services (including those provided under the NDIS) 14 (16.5) 

Housing 13 (15.3) 

Diagnosis and causes of disability 13 (15.3) 

Supports for daily living 13 (15.3) 

Early childhood intervention services and supports 12 (14.1) 

Criminal justice 12 (14.1) 

Experiences and needs of people with disability from CALD communities 11 (12.9) 

Supports for accessing mainstream services e.g. mental and physical health care 11 (12.9) 

Information access (e.g. accessibility of disability-related websites) 11 (12.9) 

School-based education 11 (12.9) 

Vocational and higher education 11 (12.9) 

Communication access 10 (11.8) 
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Leisure and recreation 9 (10.6) 

Sexuality/sexual expression 9 (10.6) 

Health literacy (accessing, understanding and using health information) 9 (10.6) 

Communication technology and communication needs related to technology 9 (10.6) 

Critical theoretical approaches to disability 9 (10.6) 

Transport 9 (10.6) 

Disability-related interventions and treatments 8 (9.4) 

Policy development and evaluation 8 (9.4) 

People with complex needs 8 (9.4) 

Ageing with disability 7 (8.2) 

Early adult transitions 7 (8.2) 

Legal issues 7 (8.2) 

Service development and evaluation 5 (5.9) 

Citizenship and advocacy 5 (5.9) 

Experiences of unpaid carers, supporters, family members and/or allies 4 (4.7) 

Sports/Physical Activity 4 (4.7) 

Tourism/travel 4 (4.7) 

The arts, religion or philosophy 3 (3.5) 

Outdoor Recreation/Park Access 3 (3.5) 

Consumer protection and related issues 1 (1.2) 
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Appendix 4. Priorities by self-nominated 

participant group 

Top 10 priorities by participant group 

People with a disability 

1 The design and operation of the NDIS 

2 Mental health needs of people with disability 

3 The personal experiences of people with disability 

4 The rights of people with disability 

5 Public attitudes to people with disability 

6 Disability services (including those provided under the NDIS) 

7 Ageing with disability 

8 Disability-related adjustments or accommodations  

9 Employment 

10 Supports for daily living 

Family members and unpaid carers 

1 Experiences of unpaid carers, supporters, family members and/or allies 

2 The design and operation of the NDIS 

3 The personal experiences of people with disability  

4 Mental health needs of people with disability 

5 Integrated care within and across systems (e.g. health and disability) 

6 Disability services (including those provided under the NDIS) 

7 Disability-related adjustments or accommodations  

8 The rights of people with disability 

9 Ageing with disability 

10 Housing 

Paid providers of disability sector services 

1 The design and operation of the NDIS 

2 Mental health needs of people with disability 

3 The personal experiences of people with disability  

4 Disability services (including those provided under the NDIS) 

5 Disability workforce-related issues 

6 Disability-related adjustments or accommodations  

7 Disability-related interventions and treatments 

8 People with complex needs 

9 Experiences of unpaid carers, supporters, family members and/or allies 

10 Ageing with disability 
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People working in advocacy or peak organisations 

1 The design and operation of the NDIS 

2 The rights of people with disability 

3 The personal experiences of people with disability 

4 Discrimination and abuse 

5 Public attitudes to people with disability 

6 Integrated care within and across systems (e.g. health and disability) 

7 Policy development and evaluation 

8 Disability services (including those provided under the NDIS) 

9 Experiences of unpaid carers, supporters, family members and/or allies 

10 Disability workforce-related issues 

Paid providers of services outside of disability sector 

1 The design and operation of the NDIS 

2 Integrated care within and across systems (e.g. health and disability) 

3 Mental health needs of people with disability 

4 The personal experiences of people with disability  

5 Disability services (including those provided under the NDIS) 

6 Experiences of unpaid carers, supporters, family members and/or allies 

7 Disability-related interventions and treatments 

8 Experiences and needs of Aboriginal and Torres Strait Islander people with disability 

9 Disability-related adjustments or accommodations  

10 Public attitudes to people with disability 

Academics 

1 The personal experiences of people with disability  

2 The design and operation of the NDIS 

3 Mental health needs of people with disability 

4 Experiences and needs of Aboriginal and Torres Strait Islander people with disability 

5 Integrated care within and across systems (e.g. health and disability) 

6 Disability services (including those provided under the NDIS) 

7 Disability-related adjustments or accommodations  

8 People with complex needs 

9 Employment 

10 The rights of people with disability 

Government employees 

1 Integrated care within and across systems (e.g. health and disability) 

2 Experiences and needs of Aboriginal and Torres Strait Islander people with disability 

3 Employment 

4 Housing 

5 Disability-related adjustments or accommodations 

6 Policy development and evaluation 



 46 

7 Self-advocacy of people with disability 

8 Criminal justice 

9 Supports for accessing mainstream services such as mental and physical health care 

10 The personal experiences of people with disability  

Other roles  

1 The personal experiences of people with disability  

2 Mental health needs of people with disability 

3 The design and operation of the NDIS 

4 Disability services (including those provided under the NDIS) 

5 Ageing with disability 

6 Integrated care within and across systems (e.g. health and disability) 

7 Experiences and needs of Aboriginal and Torres Strait Islander people with disability 

8 Disability-related adjustments or accommodations  

9 People with complex needs 

10 Service development and evaluation 

All research priority rankings by self-nominated role  

Table 15 shows the 46 possible research priorities that could have been selected by survey participants. 

Participants were asked to nominate 7 of the 46 as their most important priorities. In Table 15, the 

priorities have been arranged in order of rank, based on how often they were nominated across the whole 

survey participant cohort (N=973). A higher rank means that a greater proportion of participants 

nominated that priority as one of their 7 possible choices from the list of 46 priorities. 

The other columns in the table show the ranking of priorities within groups of participants who self-

nominated as: a person with disability, a family member or unpaid carer, a paid provider of disability 

services, a representative of an advocacy or peak organisation, a paid provider of other services, an 

academic, a government employee, or another type of role. 

The coloured cells highlight where there were similarities and differences in the importance placed on 

priorities between the groups. Overall, there is a broad similarity of patterns of importance placed on the 

priorities, as shown in the gradation of colour from the top (green) to the bottom (red). 

 

 



Table 16 – Ranking of all 46 research priorities by participant role 

Research priority 

Ranking of 46 priorities by each role-based participant group  

(higher rank means a greater proportion of participants from that group nominated the research priority as one of 

their 7 priorities) 
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The design and operation of the NDIS 1 1 2 1 1 1 2 11 3 

Mental health needs of people with disability 2 2 4 2 12 3 3 12 2 

The personal experiences of people with disability (e.g. of accessing and receiving support, 

participating in education, employment etc.) 
3 3 3 3 3 4 1 10 1 

Disability services (including those provided under the NDIS) 4 6 6 4 8 5 6 13 4 

The rights of people with disability 5 4 8 15 2 25 10 14 19 

Integrated care within and across systems (e.g. health and disability) 6 16 5 13 6 2 5 1 6 

Disability-related adjustments or accommodations  7 8 7 6 16 9 7 5 8 

Ageing with disability 8 7 9 10 26 17 15 18 5 

Public attitudes to people with disability 9 5 13 20 5 10 13 15 22 

Employment 10 9 14 18 15 13 9 3 25 

Experiences of unpaid carers, supporters, family members and/or allies 11 25 1 9 9 6 18 21 13 

People with complex needs 12 24 11 8 13 20 8 16 9 

Disability workforce-related issues 13 12 15 5 10 12 20 19 12 

Disability-related interventions and treatments 14 22 17 7 23 7 14 23 16 

Discrimination and abuse 15 11 16 14 4 26 11 17 20 

Supports for daily living 16 10 12 25 28 23 25 39 24 

Housing 17 13 10 11 18 16 24 4 11 

Experiences and needs of Aboriginal and Torres Strait Islander people with disability 18 20 22 12 14 8 4 2 7 

Self-advocacy of people with disability 19 14 23 19 11 37 19 7 15 

Supports for accessing mainstream services such as mental and physical healthcare 20 19 18 22 33 24 21 9 21 

Diagnosis and causes of disability 21 17 25 33 36 33 22 25 23 

Technology development and access 22 15 28 28 34 15 27 30 28 

Communication technology and communication needs related to technology (e.g. using 

telephones, computers) 
23 21 20 26 30 18 28 38 27 

Policy development and evaluation 24 26 29 21 7 27 12 6 14 

Experiences and needs of people with disability from Cultural and Linguistically Diverse 

communities 
25 28 26 17 21 32 16 29 18 

Early childhood intervention services and supports 26 29 19 16 32 11 32 27 26 
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Transport 27 18 27 37 40 40 44 36 31 

School-based education 28 35 24 29 24 14 17 24 17 

Service development and evaluation 29 36 31 24 22 28 23 20 10 

Information access (e.g. accessibility of disability-related websites) 30 23 38 35 31 19 34 28 44 

Communication access 31 27 30 31 25 29 26 37 33 

Health literacy (accessing, understanding and using health information) 32 30 36 32 35 30 31 22 36 

Early adult transitions 33 39 21 27 41 36 29 31 29 

Criminal justice 34 37 34 30 20 22 33 8 35 

Sexuality/sexual expression 35 34 32 23 19 21 39 43 34 

Vocational and higher education 36 31 35 34 37 31 35 32 30 

Leisure and recreation 37 33 33 39 38 44 37 40 40 

Critical theoretical approaches to disability 38 40 40 36 27 39 30 26 43 

Experiences and needs of people with disability who identify as LGBTIQA+ 39 32 41 38 43 41 38 41 42 

Citizenship and advocacy 40 45 39 42 17 38 36 33 41 

Legal issues 41 42 37 40 29 43 41 34 37 

Consumer protection and related issues 42 41 43 41 39 35 42 35 38 

Sports/Physical Activity 43 44 42 43 45 34 40 44 32 

Tourism/travel 44 38 45 46 44 46 46 46 45 

Outdoor Recreation/Park Access 45 43 44 45 42 45 45 45 39 

The arts, religion or philosophy 46 46 46 44 46 42 43 42 46 



Appendix 5. Survey 

Developing a Disability Research Agenda for 

Australia  

Consent  

 This survey is open to anyone with an interest in research in Australia.     This survey asks you to 

answer questions about your priorities for disability research in Australia, how you use research and 

some non-identifiable questions about you.   Please make sure that you Click here to read the 

participant information sheet before you start the survey to ensure that you are fully aware of the 

research purpose and format.   This is also attached in a PDF document. 

 

If this survey is not accessible to you then please contact the research team to be provided with 

accessibility options for survey completion. Email Ivy Yen: ivy.yen@sydney.edu.au or call (02) 9351 9060.   

 

This survey uses the following definitions of ‘disability’ and ‘research’:      

Definition of research used in this survey.  Research includes finding out about a particular issue or 

finding out what people think about a particular issue. It means asking questions in a planned and 

ordered way.  Often research is done to help other people in the future or to improve services or 

government policies.     

 

In this survey, we are interested in research done by people in universities, government and non-

government organisations (e.g. advocacy groups). Most of this research is found in reports and journal 

articles.      

 

Definition of disability used in this survey.  We use the United Nations Convention on the Rights of 

Persons with Disability definition:  “Persons with disabilities include those who have long-term physical, 

mental, intellectual or sensory impairments which in interaction with various barriers may hinder their 

full and effective participation in society on an equal basis with others.” - (UN Convention on the Rights 

of Persons with Disability).    

 

We are interested in people with disability of any type even where not specifically mentioned in this 

definition, including neurological disabilities, or health conditions. There may be other people who self-

https://sydney.au1.qualtrics.com/CP/File.php?F=F_b3323Ak2yanrgsC
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identify as a person with a disability or neurodiversity who do not fit into this definition. We would still 

like those people to participate in this survey if they feel it is relevant to them.     

 

This research is funded by the Department of Social Services through the National Disability Research 

Partnership https://www.ndrp.org.au/      

 

Have you read the Participant Information Sheet?  You cannot proceed in the survey unless you have 

read the Participant Information Sheet. Please access it here.  

 

☐Yes (1)  

 

Q1 In what state or territory do you live? 

☐Australian Capital Territory (1)  

☐ New South Wales (2)  

☐ Northern Territory (3)  

☐ South Australia (4)  

☐ Queensland (5)  

☐ Tasmania (6)  

☐ Victoria (7)  

☐ Western Australia (8)  

☐ I do not live in Australia, but I identify as Australian (9)  

☐ I do not live in Australia (this survey only relates to Australian disability research) (10)  

 

Q2 Which of the following describes you? (Click all that apply) 

☐I am a person with disability (1)  

☐I am an unpaid carer, family member or supporter of someone with disability (2)  

☐I work in disability services which provide direct care or support for people with disability (3)  

☐I work in an advocacy service or peak body that has an interest in disability (4)  

☐I work in another sector and provide paid care or support to people with disability as part of my role 

(5)  

☐I am an academic with an interest in disability research (6)  

☐I am a policy maker/ civil servant/ government employee with interest in disability research (7)  

Other (please explain) (8)   

 

Q6 How do you describe your disability? 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

https://www.ndrp.org.au/
https://sydney.au1.qualtrics.com/CP/File.php?F=F_b3323Ak2yanrgsC
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Q7 How would you describe your level of support needs?  

☐ None (independent) no support required but may use assistive technology (1) – skip to question 38 

☐ Mild (low support needs) (2) – skip to question 38 

☐ Moderate (moderate support needs) (3) – skip to question 38 

☐ Severe (high support needs) (4) – skip to question 38 

☐ Profound (very high support needs) 24-hour assistance (5) – skip to question 38 

 

Q8 How do you describe the disability of the person you support or provide unpaid care for?  

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

 

Q9 How would you describe their level of support needs?  

☐none (independent) no support required but may use assistive technology (1)  

☐mild (low support needs) (2)  

☐moderate (moderate support needs) (3)  

☐severe (high support needs) (4)  

☐profound (very high support needs) 24-hour assistance (5)  

 

Q10 What type of disability or advocacy service do you work in (do not provide the service name, just 

the general area e.g., day program, residential, self advocacy) 

________________________________________________________________ 

 

Q11 What type of service do you work in (do not provide the service name, just the general sector 

e.g., aged care, early childhood) 

________________________________________________________________ 

 

Q12 What field of academic research do you work in? 

________________________________________________________________ 
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Q13 What level of government do you work in?  

☐Local (1)  

☐State and Territory (2)  

☐Federal (3)  

☐Other (4) ________________________________________________ 

 

The following questions ask your opinion about disability focused research. What should we research, 

and how should we use results of that research?  We will also ask about what you think the priorities 

are for disability research in Australia. 

 

Q14 Do you currently use or read disability-related academic or scientific research (e.g. in journal 

articles or reports)?  

☐Yes (1) – skip to 16 

☐No (2) – skip to 17 

☐Unsure (3) – skip to 17 

 

Q16 If yes, for what purposes do you currently use/read research?  

________________________________________________________________ 

 

Q17 If no, or unsure, what makes it hard for you to use or read research (select all responses that 

apply)? 

☐I am not sure how to access and use research (1)  

☐It’s not useful to me (2)  

☐Cannot access research easily (3)  

☐I cannot afford the fees required to access research (4)  

☐There is no research available in the areas that I am interested in (5)  

☐Other (please explain) (6) 

 

18. Which of the following areas should be prioritised in disability research? (Please select up to 7 

areas). You can also add your own areas in the next question if you would like to select other areas not 

included in this list.  
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☐The personal experiences of people with disability (e.g., of accessing and receiving support, 

participating in education, employment etc.)  (1)  

☐Experiences of unpaid carers, supporters, family members and/ or allies (2)  

☐Experiences and needs of Aboriginal and Torres Strait Islander people with disability (3)  

☐Experiences and needs of people with disability from Cultural and Linguistically Diverse communities 

(4)  

☐Experiences and needs of people with disability who identify as LGBTIQA+ (5)  

☐The rights of people with disability (6)  

☐Self-advocacy of people with disability (7)  

☐Public attitudes to people with disability (8)  

☐Early childhood intervention services and supports (9)  

☐Early adult transitions (10)  

☐Ageing with disability (11)  

☐Supports for daily living (12)  

☐Employment (13)  

☐School-based education (14)  

☐Vocational and higher education (15)  

☐Housing (16)  

☐Transport (17)  

☐Legal issues (18)  

☐Consumer protection and related issues (19)  

☐Discrimination and abuse (20)  

☐Criminal justice (21)  

☐Communication access (22)  

☐Technology development and access (23)  

☐Information access (e.g. accessibility of disability-related websites) (24)  

☐Communication technology (e.g., speech generating devices) and communication needs related to 

technology (e.g. using telephones, computers) (25)  
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☐Health literacy (accessing, understanding and using health information) (26)  

☐Disability-related adjustments or accommodations (e.g. accommodations that assist someone with 

disability to participate in education, employment, live independently) (27)  

☐Disability services (including those provided under the NDIS) (28)  

☐The design and operation of the NDIS (29)  

☐Service development and evaluation (30)  

☐Policy development and evaluation (31)  

☐People with complex needs (32)  

☐Integrated care within and across systems (e.g. health and disability) (33)  

☐Supports for accessing mainstream services such as mental and physical health care (34)  

☐Mental health needs of people with disability (35)  

☐Disability workforce-related issues (36)  

☐Critical theoretical approaches to disability (37)  

☐The arts, religion or philosophy (38)  

☐Leisure and recreation (39)  

☐Sports/ Physical Activity (40)  

☐Tourism/ travel (41)  

☐Outdoor Recreation/ Park Access (42)  

☐Sexuality/sexual expression (43)  

☐Citizenship and advocacy (44)  

☐Diagnosis and causes of disability (45)  

☐Disability-related interventions and treatments (46) 

  

Q19 Please add in your own disability research priorities here if they were not included in the list 

above.  

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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Q20 Why do you think we need to have more research in the areas that you prioritised (select all 

responses that apply)?  

☐Reflecting on my personal experience of disability (1)  

☐Reflecting on my personal experience of caring for or supporting someone with disability (2)  

☐Reflecting on my work-related experiences of caring and/or supporting people with disability (3)  

☐Need this research for service design and implementation (4)  

☐Need this research to support advocacy on these issues (5)  

☐Need this research for policy design and implementation (6)  

☐My understanding of the disability-related research currently available (7)  

☐Other (please explain) (8) ________________________________________________ 

 

Q21 In what ways can disability research be made more accessible to you for your needs (select all 

responses that apply)? 

☐Open (free) availability of research articles (not behind a paywall) (1)  

☐Easy to understand summaries of research which outline main research points (2)  

☐Accessible versions of research (e.g. Easy English, Braille, Auslan)  (3)  

☐I currently have no problems accessing the research I need (4)  

☐I do not need to access disability research myself (5)  

☐I am not sure (6)  

☐Other (please explain) (7) ______________________________________________________ 

 

Q22 Is there anything you would like to tell us about how research is done that would improve its 

usefulness to those with disability and their families or carers?  

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

 

Q23 Are there any groups you believe are currently lacking a voice in disability research in Australia 

and should be prioritised?  

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

Q24 If the new National Disability Research Agenda could achieve one thing to make the lives of 

people with disability in Australia better what would it be?    

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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Q25 Is there anything else you would like to say about disability research in Australia?  

________________________________________________________________ 

________________________________________________________________ 

Q26 What is your gender?  

☐Male (1)  

☐Female (2)  

☐Non-binary (3)  

☐Other (4)  

☐Prefer not to say (5)  

 

Q27 Do you identify as Aboriginal or Torres Strait Islander? 

☐Yes Aboriginal (1)  

☐Yes, Torres Strait Islander (2)  

☐Yes, Aboriginal and Torres Strait Islander (3)  

☐No (4)  

☐Prefer not to say (5)  

 

Q28 Do you identify as LGBTIQA+? 

☐Yes (1)  

☐No (2)  

☐Prefer not to say (3)  

 

Q29 Do you identify as being part of a culturally and linguistically diverse community? 

☐Yes (1) – skip to Q30 

☐No (2) – skip to Q31 

 

Q30 Please specify which community. 

________________________________________________________________ 
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Q31 What is your age?  

☐18-24 years (1)  

☐25-34 years (2)  

☐35-44 years (3)  

☐45-54 years (4)  

☐55-64 years (5)  

☐65+ years (6)  

 

Q32 What type of area do you live in? 

☐Urban (city) (1)  

☐Regional (2)  

☐Rural (3)  

☐Remote (4)  

☐Other (please specify) (5) ________________________________________________ 

 

Q33 Do you want to receive a summary of the research findings? 

If yes, you will be redirected to a separate survey to provide an email address. This will not be stored 

with your responses to the survey.  

☐Yes (1)  

☐No (2)  

 

 

 

If you are completing the Word survey, please provide your: 

Name: 

Email address: 

Postal address (if you prefer the summary of research findings to be posted: 

 

Q38 How many people do you provide unpaid disability support for? 

☐1 person only (1) – continue to Q39 

☐More than one person (2) – continue to Q39 

 

Q39 Please describe the disability of your family member(s)/ the people that you provide unpaid 

support to. 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 

________________________________________________________________ 
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Continue to Q40 

Q40 How would you describe the support needs of your family member/ those that you provide 

unpaid support to?   

e.g. none (independent); mild (low support needs); moderate (moderate support needs); severe (high 

support profound (very high support needs) 

________________________________________________________________ 

________________________________________________________________ 

 

Return to Q8 (page 3) after completing Q40 
 


