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Early in the COVID-19 pandemic, Australians with 
disability were identified as a vulnerable population 
due to increased risk of morbidity and mortality as 
a result of underlying health conditions, potential 
exposures to multiple support workers and informal 
carers, and ‘social determinants of health’ impacts 
such as discrimination and social exclusion(1). Despite 
this, people with disability were largely ignored in 
the Federal Government’s initial COVID-19 policy 
response. Consequently, the disability sector rapidly 
mobilised to lobby for the Federal Government to 
create a disability specific policy response, which 
resulted in the Commonwealth Department of Health 
forming an Advisory Group and associated Roundtable 
to help inform the development of a response.  

This report explores the barriers and enablers 
that led to the development of the Management 
and Operational Plan for People with Disability(2) 
the Federal Government’s National Action Plan 
for protecting people with disability during the 
pandemic, by providing a descriptive account of 
findings from interviews with key stakeholders 
involved in the development of the Action Plan.  
Eighteen stakeholders who were part of the 
Advisory Committee and/or National Roundtable 
that were established by the Federal Government 
to oversee the development of the Management 
and Operational Plan were interviewed.  

Despite an initial lack of action to protect people 
with disability by the Federal Government, there 
were a number of enablers that helped both draw 
policy makers attention to the issue and facilitated 
a relatively rapid policy response once policy 
makers were on board. The process of developing 
the COVID-19 disability policy response was seen by 
stakeholders as a mostly positive experience. Many 
members of the groups expressed a desire for the 
structures (Advisory Committee and Roundtable), 
which had been established during 2020 to continue 

once the immediate threat of the pandemic is over. 
However, it was also identified that to continue 
in an effective manner there would need to be 
a tight focus for the group(s) to avoid confusion 
over the purpose and direction moving forward. 

While there were positive aspects to the development 
of the Action Plan, there were also a number of 
barriers identified that hindered its execution. 
Many of these barriers are long standing issues in 
the disability-health policy interface rather than 
new issues and these were further exacerbated 
in the context of the COVID-19 pandemic. Overall, 
there was positive engagement with the sector 
once the Advisory Committee and Roundtable 
were established, however fully implementing 
responses was more challenging due to issues 
such as lack of collection of data on which to base 
decisions and ongoing difficulties in the disability 
health interface. Below we briefly outline the 
enablers and barriers identified in the interviews:

Policy enablers 
Networks and collaboration 

>  Established long-standing relationships 
and networks between disability stakeholders 
and government actors were instrumental in 
garnering government attention on the need 
for a COVID-19 disability policy response.

Window of opportunity  

>  A number of events occurring in a short time 
period had focused government attention somewhat 
on the health and well-being of people with 
disability. These included the Royal Commission 
into Violence, Abuse, Neglect and Exploitation of 
People with Disability, Deaths in Care reports, and 
Human Rights Act in Queensland. More broadly 
the roll out of the National Disability Insurance 

Executive Summary
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Scheme meant decision makers were more aware 
of the needs of people with disability. These events 
facilitated a window of opportunity for stakeholders 
in the disability sector to be able to better gain 
the attention of policy makers on the need for a 
specific approach to develop COVID-19 policies 
to address the risks for people with disability. 

Evidence use 

>   Qualitative evidence (including personal stories) 
was used by policy makers who were more willing to 
base policy decisions on this type of evidence during 
the pandemic than what participants in this study 
reported as their usual experience in disability policy 
making. It seems that the uptake of personal stories 
was due in part to lack of an evidence base around 
COVID-19, but also because there was a significant 
lack of disability data available to inform decision 
making (which is a longstanding issue in Australia). 

>   The role of experts was also highly regarded 
by policy makers who were committed to 
being guided by “the science” to an extent 
that is not displayed in all policy areas.  

Individual leadership 

>   The leadership, internal advocacy, and 
personality style of a senior public servant 
leading the response was seen as an important 
enabler, creating an inclusive atmosphere to 
policy discussions and permitting a fast and 
co-ordinated response to be developed. 

Policy barriers 
Lack of disability data 

>  Ongoing lack of collection of quantitative disability 
specific and linked data at state/territory and 
federal levels meant there was a dearth of evidence 
on which to create an informed policy response.

Lack of joined-up govwernment 

>  Challenges of linking up across government 
departments and different levels of government 
hinders fast and effective policy action. An issue 
that emerged in the disability policy response 
was a lack of clarity on who had responsibility for 
planning and actioning policies to help protect 
people with disability from COVID-19 risks.

>  Compartmentalisation between 
disability and health systems with a lack of 
connection and communication between 
the systems acted as a barrier to a cohesive 
COVID-19 disability policy response. 

>  Lack of government focus on people with 
disability due to the absence of a whole of 
government disability advisory process or 
structure meant people with disability were 
ignored by the Federal Government at the 
start of the pandemic. This necessitated strong 
advocacy from disability stakeholders to raise 
government awareness of the need for COVID-19 
policies specifically for people with disability.  

Lack of consultation with people with disability 

>   While the input of experts was valued 
some interviewees felt there needed to 
be greater consultation with people with 
disability. This has been a feature of Australian 
disability policy with a lack of meaningful 
consultation with people with disability in the 
development of disability policy to date.
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Recommendations
The barriers and enablers identified in this study can help inform the basis for 
improving how Australia makes and implements disability policy, both in and 
out of crisis situations. This is especially important given the rapidly changing 
disability policy space including changes to the National Disability Insurance 
Scheme and issues highlighted by the Disability Royal Commission. 

Recommendations identified from this research are:

Support leaders and 
‘champions’ within 
government departments. 

Ensure people with disability 
participate in the policy 
process in a more meaningful 
way.  

Ensure appropriate 
data systems and 
collection are in place.

Provide opportunities to 
develop networks which can 
be easily mobilised in crisis 
or emergency situations.

Develop an enduring advisory 
structure to facilitate 
cross-sector action around 
disability and health issues. 

Ensure advisory structures/
committees have direct 
communication channels 
to decision makers.

4 5 6654

1 2 331
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Recommendations
This report examines how the Australian Federal 
Government response to COVID-19 emerged with 
regard to the disability sector. Early in the COVID-19 
pandemic Australians with disability were identified 
as a group that are at increased risk of morbidity 
and mortality, due to underlying health conditions 
and as potential exposures to multiple support 
workers and carers increasing the risk of infection 
and transmission of COVID-19(1), but also due to 
structural discrimination experienced by people with 
disability, such as access to health care and social 
exclusion(3,4). Despite this, people with disability were 
largely ignored in the Federal Government’s initial 
COVID-19 policy response in February-March 2020. 
Through advocacy from within the disability sector 
including disability peak bodies, disabled peoples’ 
organisations, and academics, important alliances 
between stakeholders were established to try and 
close gaps in knowledge and policy responses 
regarding people with disability and COVID-19. While 
there was some progress as a result, substantive and 
comprehensive policy change was limited by long-
standing structural issues regarding the intersections 
of disability and health policy in Australia. 

This report analyses the experiences of those involved 
in development of The COVID-19 Management and 
Operational Plan for People with Disability, the Federal 
Government’s National Action Plan for protecting 
people with disability during the COVID-19, and 
what we can learn from the successes and failures 
of this time.  The report firstly provides background 
to COVID-19 and people with disability as well as 
the COVID-19 disability policy response in Australia. 
Next, we discuss the research approach utilised in 
this study followed by the findings, which details the 
key policy barriers and enablers identified from the 
stakeholder interviews. The report concludes with a 
discussion of the findings using a variety of literature 

to examine the  factors influencing the barriers 
and enablers identified in this research. Finally, the 
report provides some recommendations for the 
development of disability policy making into the 
future – both in crisis situations and more generally.   

Introduction
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On 11 March 2020 the World Health Organization 
(WHO) declared the COVID-19 outbreak a global 
pandemic(5). Since the start of the pandemic, many 
disability advocates and researchers have noted 
that people with disability are at heightened risk of 
COVID-19 for a range of reasons(1,6–8). A high proportion 
of people with disability have underlying health 
conditions such as diabetes and respiratory and 
autoimmune diseases(9), which increase the risk of 
serious illness or death from COVID-19. Research into 
the social determinants of health shows that people 
with disability are at increased risk of poor health 
due to the environmental and social conditions that 
discriminate against them(10) for example people with 
disability experience greater difficulty in accessing 
health and other services, and generally fare worse 
once in the health system than people without 
disability(8). As Dickinson et al.(7) note, the growth 
of personalisation systems such as the National 
Disability Insurance Scheme (NDIS) disability is also 
intensifying risks for people with disability through 
insecure work arrangements for disability carers and 
support workers and governments losing the ability to 
direct workforces in an emergency. In many countries 
these increased risk factors have seen people with 
disability dying with COVID-19 at a higher rate than 
those without disability.  For example, in England, 
close to six out of every ten people who have died 
with COVID-19 have a disability, with the risk of death 
significantly increasing with level of disability(11). 

Australia has not witnessed the high death rate 
from COVID-19 for people with disability seen in 
many other countries(12). This is despite the fact 
that Australians with disability reported difficulty 
in accessing information and resources during the 
pandemic and felt they were ignored and forgotten 
in early government policy responses(13). The lower 
death rates are due to a number of factors including 
Australia being an isolated island continent, making 

closing the border to international arrivals easier, 
and the strict lockdown measures (relative to other 
countries) implemented by the Federal and State 
Governments. However, Australia still experienced 
localised outbreaks of COVID-19 throughout 2020 
wwith the large outbreak in the state of Victoria in 
July 2020 being most notable. During this Victorian 
second wave people in residential disability care, 
which includes group homes and respite services, 
were particularly at risk(14). Since April 2020 disability 
advocates had been warning about the potential for 
COVID-19 outbreaks to occur in disability congregate 
settings, yet despite this little active work was done 
to develop policies targeting prevention or plans for 
outbreaks(14).  At the height of Victoria’s second wave 
in August 2020 there were nearly 80 active COVID-19 
cases linked to over 50 disability accommodation 
sites with at least 2 COVID-19 deaths(15). 

On the 21 February 2021 Australia began its COVID-19 
vaccine roll-out in 5 phases (1a, 1b, 2a, 2b, 3). People 
in disability residential settings were scheduled to 
receive their vaccination in the first phase 1a while 
people with significant disability scheduled to the 
second phase 1b. However as of May 17th 2021, 
three months in to the vaccine roll-out, under 5 per 
cent of residents in residential disability care had 
been vaccinated(16). In a special one-day hearing 
examining the vaccine roll-out the Disability Royal 
Commission identified that in some states as few 
as ten people in disability residential care had 
received a vaccine(17). People with disability eligible 
to be vaccinated under phase 1b have also reported 
multiple difficulties in accessing vaccination with 
no uniform approach by state governments(18).

Background

COVID-19 and people with disability
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Despite their increased COVID-19 risk, people with 
disability largely went unmentioned in the Federal 
Government’s initial COVID-19 policy response(13). 
Early in the pandemic the National Health and 
Medical Research Council-funded Centre of Research 
Excellence in Disability and Health (CRE-DH) was 
at the forefront of recognising the increased risk 
to people with disability (both inside and outside 
the NDIS), and the need for swift policy action to 
address risks. In response to the lack of policy 
focus on people with disability from any Australian 
governments, on the 16 March 2020 the CRE-DH 
made urgent recommendations to both the Federal 
and State Governments calling for significant 
measures that needed to be taken to protect people 
with disability(1). This was followed by a statement 
“Policy action to protect people with disability and 
COVID-19” from the Centre on the 24th March 2020(19). 
These statements were made in recognition that a 
COVID-19 policy response was not happening in a 
timely way and there was an urgent need for action. 

Despite welcoming recommendations from the 
Disability Reform Council on the 18 March 2020, the 
CRE-DH argued in their 24 March 2020 statement 
that there were still significant areas of concern 
that posed a threat to people with disability, their 
families and the disability support workforce, in 
particular the lack of an integrated disability and 
health service response. It was also noted that 
while there was a cross-sectoral approach in aged 
care and health, the Federal Government had not 
given the same attention to the disability sector, 
despite similar risks and the crossover in workforce 
between disability and aged-care(19). The CRE-DH 
strongly advised the National Cabinet to organise a 
committee of expert advisors in disability and health 
to facilitate swift evidence-informed decision making 
to protect people with disability and the disability 
care workforce and that this expert committee 

report to the Australian Health Protection Principal 
Committee (AHPPC) who then advise National 
Cabinet(19). On 3 April 2020 over 70 national, state 
and territory disability organisations wrote an open 
letter to the National Cabinet to take urgent action 
to protect people with disability from COVID-19. 
Like the CRE-DH, they were deeply concerned over 
the lack of targeted and specific actions from all 
government levels to protect and support people 
with disability and their families and carers(20).

 The Federal Government created an Advisory 
Committee on the 2 April 2020 to oversee the 
development and implementation of a Management 
and Operational Plan for People with Disability. 
The Advisory Committee is endorsed by the 
Australian Health Protection Principal Committee 
(AHPPC) and reports to the Chief Health Officer 
(see Figure 1 for a timeline of events). Members 
of the Advisory Committee come from a range 
of backgrounds including academia, advocacy, 
government and Disabled Persons Organisations. 
As well as the Advisory Committee, a Roundtable 
group of over 80 disability and health sector 
stakeholders was formed to collaborate and provide 
feedback to the Advisory Committee.  The Advisory 
Committee has continued to meet throughout 
the pandemic, in an attempt to address emerging 
issues, system integration challenges, and to 
coordinate across levels and parts of government. 

COVID-19 disability policy response in Australia



              |    10

Figure 1. Timeline of COVID-19 policy response for people with disability in Australia

Against this background, this report has been 
produced by the Centre of Research Excellence 
in Disability and Health’s policy reform program 
and summarises findings from interviews with 
eighteen stakeholders who were part of the Advisory 
Committee and/or Roundtable group. The purpose of 
the research is to explore the barriers, enablers and 
processes in the development of the Management 
and Operational Plan for People with Disability, 
the Federal Government’s national action plan for 
protecting people with disability during the pandemic. 
The findings from the research identify a number of 
enablers that assisted the development of a policy 
response in the context of a pandemic and examines 
how these are similar or different to the formation of 
policy outside of crisis situations, (for example the 
implementation of the National Disability Strategy 
and the National Disability Insurance Scheme). A 
number of barriers are also identified which provide 
insights into some ongoing issues in the disability-
health policy space which pre-date COVID-19. These 
barriers and enablers can help provide guidance 
on what works and what could be improved on 
in developing policy in a crisis situation as well as 
improvements that can be made in the development 
of disability policy more generally.

Research approach
This study explores the experiences of key policy 
actors in the development of the Management and 
Operational Plan for People with Disability. In aiming to 
identify the barriers and enablers of the development 
of COVID-19 policy for people with disability the 
research takes an interpretivist approach – seeking to 
access the tacit knowledge of a range of actors, as it 
relates to the subject under enquiry(21). 

To find potential participants for the research, Chief 
and Associate Investigators at the CRE-DH were 
asked to identify individuals based on their networks 
who were on either the Advisory Committee or 
Roundtable group. These suggestions resulted in a list 
of 54 potential participants (out of a total of around 
80 individuals who were either part of the Advisory 
Committee or Roundtable) who were contacted via 
email to ask if they would be willing to participate in 
the research project. Of those contacted, 18 agreed to 
participate.  Six participants were from the Advisory 
Committee, and twelve from the Roundtable. 
Participants came from a range of backgrounds 
including academia, Federal and State Governments, 
advocacy and disability peak bodies (see Figure 2). 

March

April - June

July

August

WHO declares worldwide 
pandemic 

First meetings of National 
Cabinet and Disability Reform 

Council
Travel restrictions start

CRE Statements #1 and #2 

PWD tests positive 
Sector Letter to AHPPC

Disability Advisory Council 
established

Mandatory mask wearing  
CRE Statement #3 

Aged care outbreaks 
Public housing lockdown

Disability deaths reported
Disability Royal Commission 

holds COVID-19 public hearing  
State of Emergency Stage 4 (Vic)

http://
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The research received human ethics approval from 
the University of New South Wales, HREC No. 17549. 
Participants were interviewed between July – October 
2020. Interviews were conducted over the phone and 
lasted between 30mins and 1 hour. All interviews 
were audio recorded and transcribed verbatim. 
Interview questions focused on the processes around 
the development of the Advisory Committee and 
Roundtable group such as how the disability sector 
gained the attention of government on the need for 
policies to protect people with disability, the barriers 
and enablers in developing the Management and 
Operational Plan for People with Disability, and ways the 
process differed to other times when disability policy 
was being made. 

An abductive research strategy was taken to analyse 
the interview data whereby meaning and theories 
are derived from the insights and accounts of social 
actors(21). To organise the data a thematic approach 
was used as described by Braun and Clarke(22) where 
the researcher examines “a data set – be that a number 
of interviews or focus groups – to find repeated 
patterns of meaning”. Patterns and themes from each 
interview transcript were identified and ‘like data’ was 
initially grouped around codes based on the interview 

questions. More focused coding was then completed by 
the lead author (CG) around the core themes identified 
to allow for themes to be refined.

Figure 2. Participant background 

Federal govt        Peak body             Academia        State govt  Advocacy

4

3 

2

1

0

http://
https://www.health.gov.au/resources/publications/management-and-operational-plan-for-people-with-disability
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Interviewees identified a number of enablers of firstly 
gaining Federal Government attention to the need for 
a COVID-19 disability policy response and secondly 
of developing the Management and Operational Plan 
for People with Disability. As well as positive aspects 
to developing the policy response, interviewees 
discussed barriers that impacted on both the 
development and implementation of the policy plan. 
These are discussed in the sections below.  

Networks and collaboration

The COVID-19 pandemic quickly drew policy makers’ 
attention to the significant public health problem 
it represented. However, in Australia attention 
on tackling the problem was not focused equally 
across the population, with most attention initially 
focused on older people who had been identified as 
having an increased risk of serious illness or death 
from COVID-19, particularly those in aged care, and 
Indigenous Australians. People with disability were 
largely ignored in initial government (State and 
Federal) responses, despite having many similar risk 
factors to other priority groups. 

Disability stakeholders were alarmed at the lack 
of policy attention on people with disability and 
quickly mobilised to lobby the Federal Government 
to put robust policies in place to protect people 
with disability. Our interviews with key stakeholders 
involved in the COVID-19 disability response identified 
that a significant factor in gaining the attention of 
those in government was the networks between 
government and non-government actors in the 
disability policy space that had been built up over an 
extended time period. This meant that when rapid 
action was required, these existing networks could 
be leveraged to help disability policy actors influence 
policy action. For example:

“It was the mobilisation of existing networks 
that was critical to be able to get this to 
happen and then a real willingness for 
people to work together and to work fast and 
furiously.”

Critically, these networks were established over a 
period of time, creating a strong foundation for action:

 

 
These networks were so important because they 
enabled stakeholders to rapidly contact key people 
they knew who had influence in the policy process:

 
Other interviewees described other networks 
such as roundtables on intellectual disability that 
had been set up by the Council for Intellectual 
Disability (CID) to facilitate extensive and long-term 
networking.  Established relationships formed prior 
to the pandemic were leveraged to help fast track 
the COVID-19 response. As the following interviewee 
notes, as well as long term advocacy efforts, an 
established relationship with a key government actor 
made it easier for disability stakeholders to champion 
their message: 

Findings - Policy Enablers

“The formation and founding stuff was starting 
to be there and that may be also an ingredient 
of why it was able to come together in the way 
it did, because of foundational work that’s 
happened over many years” 

“…our CRE statements had been put in front 
of the Australian Health Protection Committee 
very early on by people that I knew that were 
on the committee. And I got in touch with 
[name] basically through my networks and so 
it’s all about that contact of networks and how 
we start to bring them together” 
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“So [we] have been involved in advocacy 
before the last Commonwealth election with 
the health minister, and one of the promises 
that we had out of the Liberal Party was 
to develop a national health roadmap for 
people with intellectual disability. So that 
work had already been underway and it’s still 
continuing. And the relationship had already 
been established with [name] from that and 
so it was a fairly easy thing to do to contact 
him and to say we think something needs to 
happen with the COVID-19 disability response” 

“In terms of Health, there’s been a long 
campaign, and particularly led by Council for 
Intellectual Disability (CID) and they already 
had relationships in the Department of 
Health…the Department had a relationship 
with CID, they had a relationship with Anne 
Kavanagh and with Julian Trollor. And so what 
they did is they grabbed these people that 
they knew to be good together”

 

 
As this interviewee also reflected, the prior 
relationships built with the Commonwealth 
Department of Health by external stakeholders were 
what government actors turned to when they needed 
to develop a policy response. Those people who had 
worked to develop this relationship with government 
were who government actors first thought to contact 
when they wanted to develop COVID-19 disability 
policy: 

 

When policy responses are needed during a crisis 
such as a pandemic, there may be less time for 
governments to consider inclusion of a wider range of 
stakeholders in policy deliberations, making already 
established networks even more important. As this 
interviewee pointed out:

 
 
Hence, existing relationships and networks were 
critical in drawing attention to, and gaining action 
(though limited), regarding people with a disability 
and their risk of contracting COVID-19. However 
reliance on existing and prominent networks also 
means the voices of those not connected to these 
networks may not be heard, underscoring the 
importance of robust processes to ensure good 
representation of a range of view points and expertise 
(including those with lived experience of disability) in 
policy decision making.

Window of opportunity 

The COVID-19 pandemic happened in the context of 
a number of significant public events focusing on the 
health and well-being of people with disability that 
occurred over a relatively short time period. Most 
prominent among these was the Royal Commission 
into Violence, Abuse, Neglect and Exploitation of 
People with Disability. Other events included the 
release of the Deaths in Care reports in Queensland 
and NSW, Human Rights Act in Queensland, and 
more broadly the interaction of the NDIS with the 
health system. Inquiries such as the Disability Royal 
Commission were highlighting the lack of government 
response to issues such as abuse, neglect and 
violence for people with disability and included a 
public hearing on the way governments had managed 
COVID-19 risks for people with disability held on the 
18-21 August 2020(13). 

“…it felt like it was more important who you 
knew than what you knew…like, the health 
department did it based on relationships that 
were pre-existing and didn’t actually stop – 
and they were in the middle of a pandemic”

FINDINGS: POLICY ENABLERS
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In the context of a pandemic, when the public are looking to government 
to provide safety and risk mitigation, any perceived failures to do so 
can carry heavy political implications. Disability stakeholders who had 
already been working together on disability advocacy in the past quickly 
capitalised on the window of opportunity created by the existing public 
dialogue around issues in disability services and supports. Using strategies 
such as media attention and drawing on past networks they were able to 
push for policy response from the Federal Government.  

A number of interviewees discussed the way the Royal Commission 
into Violence, Abuse, Neglect and Exploitation of People with Disability, 
increased the responsiveness (or created more opportunity for a ‘window’) 
of government actors to take action when how COVID-19 was creating 
challenges and new risks for people with disability were brought to their 
attention by advocates and academics. Disability advocates including 
academics from the CRE-DH were interviewed in public hearings at the 
Disability Royal Commission and this helped amplify the message about 
the need for policies to protect people with disability. 

In recent times past Royal Commissions have played a significant role in 
shaping policy action:

“We know that the Disability Royal Commission will do an 
interim report – the themes and the focus for the Disability 
Royal Commission is really crystallising, I think we can look at 
the other two royal commissions that have happened in recent 
times to see the way that royal commission’s influence the 
policy dial and influence service delivery.”

Interviewees also commented that the Disability Royal Commission 
has a focus on health of people with disability, which helped to create 
greater responsiveness to the issues being raised by the sector regarding 
COVID-19:

“The Disability Royal 
Commission put out 
their statement. 
So, there was a lot 
happening to sort of 
put red flags up.” 

FINDINGS: POLICY ENABLERS
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“The awareness of government about 
the Disability Royal Commission, which 
wasn’t in that early stage active in saying 
anything about COVID, but there’s certainly 
an awareness that the Commission has 
recently had its health hearings.I think that 
contributes to people being more sharply 
aware and responsive.” 

Alongside the Disability Royal Commission 
interviewees also spoke of other ‘focusing events’. 
For example, some felt that it was the convergence 
of a number of events alongside the Disability Royal 
Commission that helped advocates in their push for a 
COVID-19 response for people with disability. This can 
be seen in the following quote:

 “…there’s growing pressure, like the NDIS 
exerts some pressure on health services. 
You’ve got the international convention which 
has brought some legal pressure. You’ve got 
a Disability Royal Commission that’s raising 
the issue. In Queensland we’ve got a new 
Human Rights Act that’s mandating access to 
care for all members of the community. We’ve 
also got the Deaths in Care reports in New 
South Wales, in Queensland. The Queensland 
Government Public Advocate published a 
Deaths in Care report that puts incredibly 
poor health outcomes on the political table. 
So, research, international conventions, 
legal things, hospital standards, they’re all 
happening in the same sort of five-year time 
period…we’ve been speaking about it in 
terms of like a dam breaking.”

As the interviewee above identified, issues for people 
with disability had been growing in prominence and 
governments had been giving attention to disability 
services and supports in the form of the NDIS. This 
meant that there was already some government 

focus on people with disability when the pandemic 
started. Although people with disability were ignored 
by the Federal Government in their initial pandemic 
response, the background attention already in place 
made it somewhat easier for disability networks 
to direct policy makers attention to the need for 
COVID-19 policies for people with disability:   

 
Overall, interviewees suggest that a number of high-
profile inquiries and public discourse around disability 
policy helped calls to action; concerns about the lives 
of people with disability had already been raised 
in various forums and thus raising similar concerns 
during the pandemic did not come as such a surprise 
to the community and presumably government. This 
likely contributed to the elements of the Government’s 
COVID-19 response that were successful (e.g., the 
quick formation of an advisory committee), even if it 
did not result in immediate policy action. 

Evidence use

The creation of the disability-COVID-19 Advisory Group 
and Roundtable allowed for the formation of ideas 
in relation to the COVID-19 response for people with 
disability. One interesting aspect of this process was 
the use of different forms of evidence that these ideas 
were built on, which was identified as being different 
when disability policy responses had been developed 
previously. 

“The cynic in me would say the Disability 
Royal Commission saying that they’re 
going to be looking into it. And that’s the 
most cynical and simplistic form. More 
broadly, I think it’s just been an issue which 
has repeatedly been raised over and over 
again for the last decade, and it’s just an 
issue which is growing in prominence, and 
we’re just at the right time where this had 
enough national prominence that it got 
people’s attention” 
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The influence of stories rather than empirical quantitative date on the 
policy making process was clearly evident in comments from interviewees 
when they discussed the forms of evidence government actors were 
willing to utilise in forming the COVID-19 disability response. 

The unique context of a pandemic, and need for rapid action, meant that 
policy makers were more likely to base their response on qualitative data 
such as individual narratives in the absence of other forms of evidence. For 
example, one interviewee commented:

Q: “how comfortable do you think Government has been with 
using this type of qualitative data versus hard data?”

A: “I think they have been very comfortable. I think the pressure 
has been on.”

It was also noted that having both an Advisory Committee of experts and 
an associated Roundtable group that included a wide range of disability 
stakeholders was a strength in development of the policy response. 
This dual structure enabled the use of different forms of evidence to 
be presented by academic experts and health professionals as well 
narrative accounts of what was happening on the ground for people with 
disability during the pandemic. As noted by the following interviewee, the 
qualitative evidence could be provided by members of the Roundtable 
group who were receiving information on a day-to-day basis from people’s 
lived experience:

“The strength of the advisory group type structure is, you 
might have the - based on evidence and based on best 
practice, this should happen - but then the lived experience 
and/or the family members and/or the service provider peaks 
can say, “That’s well and good, but this is what it meant in real 
life”. So, I think it is that sounding out what it best.”

Interviewees also saw the use of personal stories as a positive step in the 
policy making process given the importance in disability policy of ensuring 
people with disability are engaged and active members in policy decisions, 
and further that it is an Australian Government obligation under the 
Convention on the Rights of Persons with Disabilities to which Australia is 
a signatory.

...certainly at both the 
roundtable and the 
advisory group, a lot 
of the commentary 
is anecdotal or from 
lived experience…
rather than hard and 
fast data - it’s more 
about the stories 
people have heard 
or the experiences 
people have had.

FINDINGS: POLICY ENABLERS
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As well as the utilisation of qualitative evidence such 
as personal stories, as mentioned above, the use of 
quantitative data and expert opinions was also an 
important part of developing the policy response. A 
number of interviewees commented on the benefit of 
the Advisory Group being a small group of experts that 
included academics who had expertise in gathering 
and analysing data as well as some who were medical 
professionals. As this interviewee noted, this meant 
that any discussions in this group could be more data 
driven and analytical as members of the group were 
already across what risk factors were present:

“They’ve both got medical degrees, so 
they can understand that health-disability 
crossover…They have a skillset that means 
you can have quite a sophisticated discussion 
where they can digest and report and say, 
“Well information coming out of Italy or the 
US and say, ‘This isn’t right.’  So, that level of 
sophistication is really important because 
what it meant was that the committee could 
be quite data centric early because you 
weren’t bringing people up to speed as to 
say, for example, ‘Why do we need data from 
these countries about how sick people are 
getting’, or ‘who has been put in ICU?’, people 
attending certain hospitals, ‘why do we need 
to be quite careful around things like numbers 
of support workers.’”

Having the Advisory Committee comprised of trusted 
experts also meant recommendations coming out of 
the group had legitimacy with government actors and 
this enabled a faster policy response:

“We had the benefit of having external 
stakeholders and so being able to have 
researchers, like someone like [name], a 
well-respected academic in their space, 
really keen to be involved from the outset, 
really had a voice straight away at the table, 
talking about concerns or the things they 
would recommend as a work priority. That 
voice, having legitimacy and being part of 
the conversation and direction that we were 
all going in, I think was an incredibly helpful 
process for all stakeholders, helped us to 
move as quickly as we could.”

The extensive knowledge base of the experts was 
utilised to extrapolate what appropriate policy 
responses should be in the fast-moving situation of 
the pandemic. As this interviewee noted, because 
COVID-19 is a novel virus there was not already 
an evidence base in place specifically around the 
virus and people with disability. However existing 
knowledge from experts was leveraged to create 
advice to government: 

“There wasn’t an evidence base as such that 
we weren’t able to specifically say well this 
about COVID and people with disability. It 
was, ‘Based on what we know about the 
health needs of this group, these are the 
projected needs in different parts of the 
system and this is our advice to families, 
to people with disability, to emergency 
departments, to hospitals, to people at 
testing sites.’ So using available knowledge 
base and extrapolating. It wasn’t – these 
things are not evidence-based ultimately”

“I think the value of that policy and 
practice being driven from the lived 
experience and the end user….I think 
the evidence is that it delivered better 
outcomes for people because there 
has been that really strong consumer 
engagement… it has been that sense of 
partnership in the informing the decisions 
and the directions”
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The use of both an expert Advisory Group and broader 
Roundtable of disability stakeholders brought 
together different forms of evidence including both 
qualitative and quantitative data. As this interviewee 
reflected:

“The idea was that the expert committee 
would be people who have more of an 
analytical background.  Roundtables were all 
about people who work in the sector as DPOs, 
so disability represented organisations. And 
so it’s less data driven.”

In countries such as the United Kingdom, New 
Zealand and Australia politicians made strong public 
commitments to making COVID-19 policy that was 
guided by “the science” and placing trust in experts 
to inform policy decisions(23,24). This was reflected 
in the composition of the Advisory Group where 
academic and medical experts were recruited by 
government to lead the policy response. However, 
despite governments’ promotion of their use of 
evidence to inform policy and practice, the ways 
that personal stories and narratives are influential 
in the policy process was also highlighted by the 
COVID-19 disability response.  The urgent nature 
of the pandemic meant that in the absence of 
hard quantitative data, stories of what was being 
experienced by people ‘on the ground’ were given 
more weight by government as legitimate forms of 
evidence on which to act, than these may have been 
given in a non-crisis situation. While narratives are 
influential in non-urgent policy responses they are not 
often as readily acknowledged as influencing policy as 
are more quantitative forms of evidence(25).

However, some interviewees indicated that although 
it was a positive that both expert evidence and lived 
experiences were used in developing the policy 
response, there still needed to be greater consultation 
with people with disability. As this disability advocate 

highlighted there is still room for improvement when 
it comes to including people with disability in a 
meaningful way in the policy process: 

“I think another tension is an historical one 
that we still have a hangover from today, 
but is getting better, is that notion that 
people with disability are not the experts. 
So, people with disability have traditionally 
had people speaking on their behalf. I think 
there’s improvement there, but I do still 
see that sometimes there is a privileging, 
and this has been an issue that’s come up 
in the Royal Commission. There tends to 
be a privileging of the experts, if you like, 
the academics and the ones with all the 
qualifications, compared to people with 
disability themselves. So, I think we still 
have a long way to go in understanding 
that people with disability do have a right 
to speak for themselves, and that’s not to 
say that of course, definitely academia has 
a rightful place in the disability movement, 
but I think it’s about we still need to get 
better at working with people with disability, 
rather than about them”
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A further interviewee felt that while there was more 
representation of people with disability in the 
Roundtable group, they were concerned this wasn’t 
the case for the smaller Advisory Group that was the 
driving force for the policy response:

“There’s lot of Disability Industry people in 
there. And, I mean I’m concerned about the 
loss of the voice for people with disability in 
that advisory group. I was very concerned 
that there were very few voices and that those 
voices could be easily drowned out”  

The following government interviewee acknowledged 
that there is a need for government to engage better 
with people with disability when developing policy:

“…it’s really highlighted the need for us to 
engage much better with the clients, with 
consumers, and people with a disability, on 
developing our plans and our strategies. And 
whatever we might do, whatever piece of 
paper it is, I don’t think we’ve done that well 
enough in the past.” 

Individual leadership 

Many interviewees commented on the leadership 
of a key government department person being 
instrumental in leading the disability COVID-19 
response. Although many interviewees felt that 
people with disability had been initially overlooked 
in government policy responses, they reported that 
once a key government Assistant Secretary took over 
leadership of the Advisory Group and Roundtable 
there were rapid attempts at closing gaps and creating 
action (as will be explored later in this report, this 
was sometimes limited by structural factors). As this 
interviewee reflected, the government department 
response was not seen in a positive light, rather it was 
having a key person leading that was most important:

“From what I knew of the internal stuff, it 
was his internal advocacy that got it up and 
running. But also, I think that that’s terrible 
at a departmental level – if my read of it is 
true, and it might not be – that it seemed like 
you needed one very senior, internal – not 
advocate but internal champion of people 
with a disability to get up and running. And 
that’s just appalling from a departmental 
setting”

This is consistent with disability advocates and 
researchers’ observations that plans were made for 
aged care, but disability had been ignored.

Interviewees also commented on how important 
personal style and leadership was to the process with 
many noting that the senior public servant leading 
the Advisory Group and Roundtable had personality 
traits that promoted an inclusive and co-operative 
atmosphere at meetings:

 

 
 
 
 
The inclusive nature of the Roundtable where 
everyone was given a voice and time to make 

“I think just understanding some of these 
things come down to personality. [Name] is 
very open and interested and responsive, 
and at a more senior level in departments 
you don’t always have that. You sometimes 
have management styles that are far more 
contained, self-contained and you had 
to break through that. You had to really 
– it had to be something really startling 
and dramatic to kind of get any airtime. 
Whereas that’s not – in his style, it’s very 
much consultative and broad and then 
deciding what to do in response. So that 
dynamic of liaison has felt quite different 
with him”
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comments was seen as a very positive factor in 
developing the policy response. Many interviewees 
commented that in a group of nearly eighty 
individuals this was a remarkable feat. 

“… I have never seen a process like this. 
And it was respectful, it was inclusive, he 
didn’t have all the answers and he also said 
things like well obviously we need to do 
something about this. And I was like wow, this 
is amazing. I was completely blown away for 
weeks.” 

It was again also noted how the inclusive nature of the 
Roundtable discussions were facilitated by the senior 
public servant leading the group who had the ability 
to ensure everyone was heard: 

“May I say that [Name] does an amazing 
job of chairing those. They’re long. They’re 
usually about two and a half hours. But he is 
very skilful at making sure that everybody is 
heard.”

Interviewee comments indicate that individual 
leadership can play a critical role in policy change 
during a crisis. 
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While the Advisory Council was widely praised by 
interviewees, achieving substantive policy change was 
hindered by a number of structural and long-standing 
issues within the disability-health space. 

Lack of disability data

Although interviewees identified that the use of 
personal stories to guide the policy response in the 
absence of concrete quantitative data was a positive, 
many also pointed to the ongoing lack of collection 
of disability data as a barrier to creating an informed 
policy response. Stakeholders in the disability sector 
have long been advocating for the need to collect 
more data on disability with issues including a lack 
of collection of disability status when a person 
accesses health services and a lack of longitudinal/
life-course data.  Interviewees identified that the lack 
of recording of disability data became particularly 
evident in the context of the pandemic. For example:

“The Department of Health, in particular 
– it was just gobsmacking to me, listening 
to some of this reporting to the Royal 
Commission on the pandemic. Listening to 
the deputy health – “Oh no, we don’t collect 
that, we don’t collect that; oh no, we don’t 
collect that. When it came to disability, they 
were like, “We don’t know how many people 
are in group homes, we don’t know what 
disabilities that people in group homes have, 
we don’t know all of the other congregate 
settings; we haven’t thought about forensic 
units, and we haven’t thought about boarding 
houses, and we haven’t thought about SRSs 
in Victoria.” 

A reluctance by the Federal Government to implement 
national data collection in relation to people with 
disability and COVD-19 was also identified as a barrier 
to enable a more robust policy response:

“We do not have a national data collection. 
The national data collection in relation to 
COVID does not include any systematic 
collection of data in relation to how many 
people contracting COVID have disability, 
and that’s (as I understand it) because a 
committee of government officials from 
around Australia, the push from the advisory 
committee for that to happen has gone up 
there twice, I think, and has been knocked 
back both times for reasons that are beyond 
any reasonable comprehension…and there’s 
huge data gaps; we know that. And it’s 
really interesting why that would have been 
knocked back. I don’t know if it’s that they 
don’t want the data, but I wonder what’s 
going on.”

The lack of data about people with disability in health 
care was acknowledged from inside the Federal 
Government. As this senior public servant stated:

“Data is a huge difficultly for us. So the health 
system doesn’t routinely collect data that 
differentiates people with disability. And 
when it does it does it in an exhaustive way, 
so there are 20 questions to work out what 
kind of disability you have and 15 to the 
overall classification of disability. So for the 
data that’s quoted by the Communicable 
Disease Network of Australia on COVID-19 
cases it just doesn’t pick up disability.” 

Findings - Policy Barriers
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While data gaps and a lack of linked datasets was 
viewed as a barrier, interviewees argued that the 
pandemic offered the opportunity to further highlight 
to governments that more needed to be done on 
robust disability data collection moving forward. 

Lack of joined up government

Effective joined-up government is a perennial 
challenge for governments around the world (Carey 
& Crammond, 2015). This includes linking up across 
government departments and to different levels 
of government. Major events such as COVID-19 
require integrated and coordinated responses from 
governments. One of the challenges that emerged in 
the disability response was a lack of clarity around 
who held responsibility for planning and action:

“I think each of the departments responded 
on their own way…it was very siloed, and I 
feel like I’m coming out the end of this sitting. 
I’m on these multiple committees where you 
say the same thing. This is the problem, this is 
the problem, this is the problem, and no-one 
really seems to be wanting to take it on.”

The issue of responsibility fell between health and 
social services, as well between State and Federal 
government, with no body being clearly responsible 
for picking up these concerns:

“There was a whole lot of things that then 
connected in terms of a whole-of-government 
approach. There was stuff that needed to 
happen from Health; there was stuff that 
needed to happen from the NDIA; there was 
stuff that needed to happen on DSS. It’s 
where this lack of cohesion in the government 
and the way the governments have their 
silos means because that wasn’t in place, 
because Health doesn’t collect data, because 
the states don’t do whatever, because the 

NDIS didn’t do whatever, you’re in a perfect 
storm…. just the frustration the governments 
have these levers and don’t have a plan.”

COVID-19 also further highlighted a long-standing 
issue of compartmentalisation between Australia’s 
health and disability systems. Previous research has 
shown disability policy stakeholders felt a lack of 
connection or communication and connected policy 
making between the systems acted as a significant 
barrier to policy action on the social determinants 
of health for people with disability (Green et al., 
2018). Interviewees commented on this lack of 
connection in relation to responding to COVID-19, 
for example, as this interviewee pointed out a lack of 
knowledge of disability by the health system meant 
recommendations being made were not realistic or 
practicable. However, they also commented that 
COVID-19 had presented an opportunity for the health 
system to gain a better understanding of disability:

“…the health sector didn’t understand the 
disability sector. They would say really silly 
things to the people running the services 
about keeping people isolated and stuff like 
that when that was not possible. So, I think 
– I hope that conversation has started, and I 
actually think it has from my understanding 
about what’s happening in Victoria because 
of the way they’ve responded that, health 
services are going, “I didn’t really understand 
this before.” So I think there’s huge potential, 
but we can’t forget it”

As interviewees point out, the lack of connection 
between the disability and health systems was also 
highlighted during the Disability Royal Commission:

“The testimony given…from the Department 
of Health, at the Royal Commission hearing 
last week was honestly embarrassing, for 
them. It was awful, they were asked like, 
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“Well, did you know about this?”

“No, no, no,”

“Do you have anywhere in your department 
that deals with disability?”

“No, no,” It was just awful to watch, it was just 
like, I actually ended up feeling quite sorry 
for them because they were hammered, but 
there was no interface.”

One interviewee argued that the pandemic created 
an opportunity for the health system to become 
more disability ‘literate’, and expedited some areas of 
disability-health policy:

“There’s always been a few challenges 
because of the disability generally interfacing 
with the health system. So, I actually think 
this pandemic, the response has improved 
the speed of some of the discussions and the 
development of healthcare plans and things 
like that. A lot of this is stuff that, from my 
personal opinion, should already be there. It 
fast tracked things that in a way already exist, 
that weren’t seen necessarily as that useful 
- maybe from a health perspective - and are 
now more useful because of the pandemic.” 

Interviewees also noted communication and 
resourcing issues between the State and Federal 
Governments and more local level organisations. 
This meant that while there were some effective local 
level policy responses being developed, a lack of 
communication between levels of government and 
different agencies resulted in duplication of policy 
responses rather than a co-ordinated effort:

“In terms of the mechanics of government 
at state and commonwealth levels and 
then linking to on the ground to primary 

health networks, local health districts who 
are trying to do their best with people with 
disability at this time, there’s a degree of 
dis-coordination across both sectors both 
in resources development and availability 
and in coordination and communication. 
So for example, we became aware on the 
committee and through our own belonging 
to different state government COVID response 
committees, that there’s really good work 
happening in particular places, but unless 
you’ve got a way of sharing that rapidly with 
the sector, it ends up multiple local health 
districts nationwide are developing the same 
resources.”

The lack of integration between different government 
departments and sectors was highlighted by the 
pandemic because the policy response for people 
with disability needed to span a range of areas. As 
this interviewee commented in relation to children 
and young people with disability there was no over-
arching structure to allow these sectors to work 
effectively together:

“Because the needs of children and young 
people with disabilities spanned NDIS, early 
childhood education, school education, and 
health, there was nothing that was bringing 
all those elements together.”  

These tensions are not new, but rather, like in many 
areas, COVID-19 revealed pre-existing cracks:

“Part of it is we don’t have a national 
disability structure…we’ve got the national 
disability strategy which is being renegotiated 
now, but you don’t have a government 
structure that sits around the national 
disability strategy, and then working groups 
that sit off it…so if you had a really effective 
disability advisory committee structure that 
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informs governments…ministers who might 
be chaired by the minister, and then you had 
a number of working, then you wouldn’t 
hypothesise it, we could have responded 
to this better. We’ve got an absence of 
a governance structure that sits around 
disability policy.”

The lack of a whole of government approach to 
disability meant the onus for raising awareness of the 
need for a COVID-19 disability policy fell to disability 
advocates outside government. As this interviewee 
reflected, having a government advisory process 
already in place would have been helpful for ensuring 
there were policies in place for people with disability 
right from the start of the pandemic:

“They’ve got no standing whole of 
government advisory process. Now if they 
had a standing whole of government advisory 
process, there would have been a mechanism 
that wasn’t standing on the edges and 
shouting, that could have got in at the very 
beginning.” 

While the quotes discussed above highlight intra- 
and inter-government tensions over responsibility, 
there are several bodies related to disability services 
in Australia who we might have expected to step 
into this space and provide Personal Protective 
Equipment (PPE) and clarity for people with disability 
– specifically, the National Disability Insurance Agency 
(administrator of the NDIS) and the NDIS Quality and 
Safeguards Commission (responsible for regulation of 
disability services). However, neither of these agencies 
consistently came to the fore during the pandemic 
response, struggling to operationalise needs such as 
PPE within the context of the NDIS’s structure:

“I think there were huge strides made, 
but there were still major difficulties and 
there were difficulties in working within 

an individualised system, like the NDIS, to 
get what was essentially a public health 
response, which is population based response 
… that can lead to some major issues and the 
capacity then for the NDIA to do even things 
like get our PPE universally, they had to do 
things like change people’s plans, which is a 
very clumsy way of being able to get stuff to 
people because then every individual needs 
to know how to do it.”

Others felt the NDIA were reluctant to take 
responsibility in some areas, including telehealth: 

“And then finally the NDIA – dragged its feet, 
dragged its feet, but finally said that people 
could get lowtech.” 

Some interviewees put this down to a lack of clarity 
regarding roles:

“We also faced the problem of where does 
the NDIA and the National Quality and 
Safeguards Commission fit into that story 
and they were part – became a regular part 
of the Roundtables, but it wasn’t up to the 
Department of Health nor any of the state 
governments to tell them what to do” 

The above section shows there is a clear need 
for better integration and connection between 
government departments as well more co-ordination 
between Federal and State Governments in the 
disability policy space. While many of the issues of 
joined up government are not new such as tensions 
between the disability and health systems, COVID-19 
brought these issues to the fore for policy makers 
which was especially evident in the Disability Royal 
Commission hearings.  
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Recommendations
What can we learn from the COVID-19 
disability policy response?

Overall, our research suggests the disability advocacy 
networks built up over an extended time period and 
the lobbying done by these networks, during the 
pandemic enabled the development of an Advisory 
Committee, Roundtable and Management and 
Operational Plan for People with Disability which 
pushed action on COVID-19 and disability. However, 
gaps in the governments’ response continued due to 
structural issues between levels of government and 
agencies with responsibilities to people with disability.

More broadly, interviewees highlight some important 
factors in how the policy process operates and how 
policy advocates can become more successful in their 
attempts to influence policy. Although the Federal 
Government initially ignored people with disability in 
their COVID-19 policy response, the mobilisation of 
disability advocates to attract policy makers attention 
to the issue succeeded. Once their attention had 
been garnered there was a rapid development of a 
policy document to guide polices to be implemented 
to mitigate COVID-19 risks for people with disability.  
Correspondingly the policy barriers interviewees 
identified shed light on some of the reasons the 
COVID-19 disability policy response was hampered in 
its execution. In this final section we reflect on these 
findings through the lens of major theories of policy 
making. 

Policy entrepreneurs
As previously discussed, people with disability 
were forgotten by the Federal Government’s initial 
COVID-19 policy response. However, disability 
advocates quickly mobilised to try to draw policy 
maker’s attention to the issue. One of the most 
important enablers of capturing this attention was 
the long-standing networks disability advocates and 
academics had built up over an extended period of 
time both with government actors and with other 
stakeholders in the sector. In this sense stakeholders 

in the disability sector acted as policy entrepreneurs 
who were able to capitalise on a policy window in 
the disability policy space. Policy entrepreneurs are 
individuals or groups who utilise skills and strategies 
to push a policy agenda forward, which may have 
otherwise not gained traction(26) and are an important 
part of the Multiple Streams Approach and other 
theories of the policy process which highlight the 
influence of advocacy coalitions on policy making(27–29). 
In the MSA it is policy entrepreneurs who attempt 
to couple together the three streams of problems, 
policies and politics when a policy window opens and 
are prepared to invest “time, energy, reputation, and 
money” in the hope of future benefit(30).

Cairney and Oliver  emphasise that policy 
entrepreneurs need to learn ‘where the action is’(31) 
and engage in long term strategies so that they are 
in a position to influence policy when an opportunity 
arises. A significant part of this strategy is the 
formation of coalitions with like-minded policy actors 
to further enable exploitation of any windows of 
opportunity for policy change. As mentioned earlier, 
this was clearly evident in the way disability policy 
entrepreneurs comprising a variety of individuals 
and organisations including academics, advocates, 
disability peak bodies, and disabled persons 
organisations (DPOs) quickly mobilised to garner the 
attention of policy makers when they saw that people 
with disability had been ignored in initial policy 
responses to the pandemic. This included media 
releases on the urgent need for a disability policy 
plan as well as contact with key decision makers in 
government. Some interviewees signalled that it had 
been an opportunity to progress areas of policy that 
had stalled – for example upskilling the health sector 
in more effective communication and ways of working 
with people with disability. 
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Oliver and Cairney(32) discuss ways in which academics 
and scientists can act more effectively within the 
policy process which include putting time into 
learning who to influence(33), getting to know the 
audience(34) and capitalising on established ways 
to engage such as being part of expert panels and 
advisory committees(35). Additionally, there needs to 
be time, effort and commitment to maintaining long 
term relationships with those in government as it 
takes time “to become established as a “trusted voice” 
(36). Many of these strategies were clearly displayed 
by those in the disability sector. A key finding from 
interviewees was the importance of the networks 
between government and non-government actors 
in disability policy which had been built up over an 
extended period of time. 

Many disability advocates including academics and 
those working at DPOs had put time and effort into 
creating networks with government actors over many 
years and it was these networks they were able to 
draw upon when they needed rapid policy action to 
occur. This included prior relationships which had 
been built with Department of Health, such those 
established by the Council for Intellectual Disability. 
Individuals within the CRE-DH had also been working 
closely with state and federal government actors for 
a number of years to raise awareness of disability-
health policy issues. Peak bodies and disability 
advocacy organisations had likewise been advocating 
for an extended time period for people with disability 
which included establishing relationships with 
those in government. All of these non-government 
policy entrepreneurs had a common goal in raising 
awareness of people with disability in the pandemic 
and advocating for policy responses to protect them. 
Combined with already established networks this 
common goal helped them to come together as a 
united advocacy coalition to capitalise on a policy 
window and to garner the attention of policy makers 
to start the process of building a COVID-19 disability 
policy response.

In addition, a number of interviewees commented 
on the leadership and advocacy of a senior 
public servant in the Department of Health who 
coordinated the Advisory Group and Roundtables and 
communicated with Federal Government Ministers 
on the policy response. As one interviewee noted 
it was the internal (within government) advocacy 
that this key bureaucrat demonstrated where he 
acted as an “internal champion for people with 
disability” that enabled the policy response to get 
up and running. It also facilitated information flows 
between government and disability stakeholders 
that occurred rapidly and in ways not seen before 
in developing disability policy. Having a very senior 
public servant act as a policy entrepreneur was thus 
another significant enabler of achieving a rapid policy 
response.  Further, interviewees commented on how 
the personal leadership style of the public servant 
leading the groups enabled an inclusive exchange of 
information and ideas with everyone’s voice being 
heard in developing the Management and Operational 
Plan for People with Disability. Having one consistent 
voice at the public servant level is unusual and 
seems to have been favourable for progressing policy 
responses as far as possible and developing trust. 

Evidence use

Recent years have seen an increased focus and 
promotion within government (and other circles) 
of “Evidence-based policy”(37). As Banks(38) argues, it 
seems an incontrovertible truth that policy should be 
based on evidence and not on emotion, ideology, or 
conventional wisdom. However, “evidence….never 
speaks for itself”(39) and is always situated within 
the context of its production. Additionally, despite 
governments stating their adherence to evidence-
based policy there is a large literature demonstrating 
the gap between production of evidence and a 
policy making response(25,40,41) in many policy areas 
including social and health policy. For example, policy 
theories point to the importance of narratives or 
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“stories” in influencing policy decisions rather than a 
complete reliance on “hard” data. The Narrative Policy 
Framework for instance shows how events can be 
treated primarily as resources which are used to form 
narratives and attribute blame, where the emphasis is 
on persuading policy makers in a context of ambiguity  
- “rather than the ‘objective’ use of evidence’(25). 

Interview data revealed that stories and narratives 
were crucial in the development and implementation 
of the Management and Operational Plan. This 
more accurately reflects Cariney et al’s description 
of evidence-based policy(25), than more mainstream 
views which defer to quantitative data. The use of 
more qualitative forms of evidence was seen by 
interviewees as a positive and an enabler of being 
able to develop the Management and Operational 
Plan at a rapid rate. Additionally, interviewees noted 
that the Management and Operational Plan was 
viewed by policy makers as a “living document” 
which could be changed or updated as new evidence 
emerged. This contrasted to other policy documents 
which usually required extensive meetings and edits 
to ensure what was put out in the public arena was 
a final document. Having the COVID-19 Management 
and Operational Plan for People with Disability as a 
policy document which was more fluid and able to be 
updated enabled it to be developed more rapidly. 

Despite policy makers being willing to make policy 
using lived experience stories some interviewees felt 
that people with disability had still not been included 
to a great enough extent in the process of developing 
the COVID-19 policy response. Prior research has 
shown disability stakeholders perceive there to be a 
lack of meaningful policy consultation with people 
with disability with no robust processes in place to 
ensure people with disability can routinely participate 
in the policy process(3). This was acknowledged by 
some interviewees working in government who 
felt that the context of COVID-19 had highlighted 

a previous lack of consultation with people with 
disability which was seen as an area for improvement 
moving forward.  

Lack of joined up government
One of the most significant barriers identified to 
the actual implementation of (rather than the 
development of) COVID-19 disability policy was a lack 
of joined up government. The last decade has seen 
increasing attention being paid to the practice and 
study of joined up government(42). O’Flynn et al.(42) 
define joined up government as “the bringing together 
of a number of public, private, and voluntary sector 
bodies to work across organizational boundaries 
towards a common goal”. However there have been 
many challenges identified in the literature to the 
processes and practices of JUG. For example, Keast(43) 
discusses that within policy networks initiatives need 
to be both “top-down” and “bottom-up”. Endeavours 
to create JUG can either focus on vertical (i.e. linking 
national and state or local levels) or horizontal 
(e.g. formation of partnerships between actors at a 
similar level) integration where vertical integration 
is considered a “top-down” approach and horizontal 
a “bottom-up approach”. As Carey and Crammond 

identify(44), this requires a delicate balance between 
the two approaches. In times of crisis such as 
COVID-19 this becomes especially important when 
rapid and integrated action between Federal and State 
Governments and between government departments 
is required for an effective response. 

The lack of joined up government working in 
relation to the COVID-19 disability policy response 
was something noted by many interviewees in this 
study who saw this as a significant barrier to policy 
implementation. There were problems identified 
with integration from both a bottom-up and top-
down perspective. From a bottom-up approach there 
was a lack of co-ordination and integration between 
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government departments operating at the same 
level including the Australian Department of Health, 
the Department of Education and the Department of 
Social Services with interviewees noting there was 
no clear demarcation of who was responsible for 
what between these various departments. Issues in 
the disability-health interface were also highlighted 
by the pandemic. Compartmentalisation between 
the disability and health systems in Australia has 
long been identified as a barrier to effective policy 
action on the social determinants of health for people 
with disability(3). Interviewees similarly identified 
how this compartmentalisation contributed to poor 
COVID-19 policy responses. A significant factor was 
seen to be a lack of understanding of disability by the 
health system. This is not a new issue, rather in the 
context of a pandemic it was brought to the fore. On a 
positive note, interviewees were hopeful that having 
issues in the disability-health interface highlighted 
to governments (for example in the Disability Royal 
Commission hearings on COVID-19) could help lead to 
better integration in the future. 

As well as lack of integration and communication 
between government departments, interviewees 
discussed how there was also a lack of integration at 
the local level for example between primary health 
networks or local health districts. This meant that 
while some valuable policies were being developed 
there was often a duplication of the response due 
to a lack of communication of what was happening 
in different districts. From a top-down perspective 
the lack of consistent policy responses was 
hindered by lack of communication and structures 
in place to support resourcing from federal and 
state governments to on the ground local level 
organisations. 

A significant issue raised by interviewees was also 
how particular federal agencies such as the NDIA and 
the NDIS Quality and Safeguards Commission which 
are specifically disability focused did not consistently 
take leadership on key issues such as provision of PPE, 

providing clear information for people with disability, 
and digital telehealth provision. Additionally, there 
was no ability for any government department or 
the state governments to direct the roles of the NDIA 
and NDIS Quality and Safeguards Commission in 
relation to the pandemic response.  From a Federal 
Government perspective, the long-standing issue 
of having no over-arching structure in place to 
coordinate policy for people with disability was also 
a significant barrier to effective COVID-19 policy 
implementation.  

The lack of a whole of government 
advisory process for people with 
disability was felt by interviewees 
to have contributed to the lack of a 
disability specific policy response early 
in the pandemic as well as ongoing 
issues in implementation of the 
response once the Advisory Committee 
and Roundtable group had been 
established. 

WHAT CAN WE LEARN FROM THE 
COVID-19 DISABILITY POLICY 

RESPONSE?
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Recommendations

Provide opportunities to 
develop networks which 
can be easily mobilised 
in crisis or emergency 
situations
The extensive networks and 
collaborations between 
government and non-government 
disability stakeholders that had 
been developed and maintained 
over an extended period of time 
prior to the pandemic was an 
instrumental factor and enabler 
to both garner government 
attention and achieve a policy 
response during the pandemic. 
Creating new networks as well as 
maintaining and strengthening 
existing networks into the future 
will be important for disability 
advocates wishing to influence 
other disability related policies and 
for mobilising action in any future 
crisis or emergency events. 

Develop an enduring 
advisory structure to 
facilitate cross-sector 
action around disability 
and health issues
Many interviewees felt that 
there is a lack of connection 
between health and disability, 
with the health system not 
always understanding about 
people with disability or the 
systems supporting people with 
disability. It was also felt that the 
pandemic was an opportunity for 
the disability-health systems to 
become better integrated. A lack 
of JUG working and department 
‘silos’ was seen as a barrier to an 
effective response as there was no 
national oversight of disability and 
health from which to co-ordinate 
policy. The Advisory Group 
and Roundtable were seen as 
overwhelmingly positive and there 
was a strong consensus that these 
should continue in the future.  
There was a concern that without a 
strong and discrete focus like that 
of COVID-19 these processes may 
not work as well and therefore it 
would be important to ensure that 
moving forward a clear focus for 
the groups needs to be articulated.

Ensure advisory structures/
committees have direct 
communication channels 
to decision makers
The Advisory Group is endorsed by 
the Australian Health Protection 
Principal Committee (AHPPC) and 
reports to the Chief Health Officer 
who has direct communication 
with senior government ministers 
including the Prime Minister.  
These direct communication 
channels are important as 
a conduit of information as 
often recommendations from a 
committee level do not reach or 
are not responded to by policy 
decision makers.  

33211

The development of the COVID-19 Management and Operational Plan for People with Disability offers 
an interesting case study for the ways in which disability stakeholders influence and participate in the 
policy process in a specific crisis situation, the COVID-19 pandemic. It has also shed light on structural 
barriers to policy change, in the context of needing rapid action. The barriers and enablers identified 
in this research give rise to some key learnings and recommendations to support future responses 
including around future outbreaks and emergencies which are outlined below.  
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Support leaders and 
‘champions’ within 
government departments
The key leadership of a single 
person in government who 
coordinated the Advisory Group 
and Roundtable was viewed by 
interviewees as instrumental 
to the inclusive nature of the 
processes of hearing ideas and 
formulating the policy response. 
This type of leadership should be 
supported for future disability and 
health policy making processes.

Ensure people with 
disability participate in the 
policy process in a more 
meaningful way 
Although there was an attempt 
to include the voices of people 
with disability in the COVID-19 
response some interviewees felt 
that there needed to be more 
inclusion, especially in light of the 
way in which people with disability 
have been marginalised and 
excluded from the policy process 
to date. This was acknowledged 
by interviewees who worked in 
government who commented 
that going forward people with 
disability need to be included 
in policy making in a more 
meaningful way. 

Ensure appropriate data 
systems and collection are 
in place 
The lack of administrative data 
from government services about 
people with disability has been 
an ongoing issue that disability 
advocates have been drawing 
attention to for a number of 
years. This lack of data was 
made starkly clear in developing 
a COVID-19 policy response for 
people with disability when 
governments realised there were 
often large data gaps and it was 
not possible to identify/locate 
people with disability across the 
nation -  thus impacting decision 
making.  Moving forward it will 
be important to examine data 
collection systems and identify 
the types of data that needs to be 
collected to avoid data gaps in the 
future.  

4 5 6654
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