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i Deloitte Access Economics 

Executive summary 
Deloitte Access Economics (DAE) was commissioned by the Muscular Dystrophy Association 
(MDA) to undertake an economic study of muscular dystrophy (MD) in Australia.  The aim 
of the study was to provide research evidence that assists in raising awareness about MD 
impacts, particularly on employment and family income and costs, as well as potential 
policy responses. 

Setting the scene 

Interviews were conducted with people who had MD or who were caring for a loved one 
with MD.  The aim was to canvass their experiences in relation to the nexus between MD, 
employment and cost impacts, including barriers and facilitators in job searching processes 
and in obtaining needed supports. The interviews revealed that, for job seekers with MD, 
accessibility, getting around from one place to another, flexible working arrangements and 
others’ perceptions of their work ability were important factors when looking for and 
applying for a suitable job.  Costs of mobility aids and modifications were high, representing 
a major barrier.  Carers also faced emotional stress as well as financial pressures.  

Employment and income analyses 

The Australian Bureau of Statistics (ABS) 2009 Survey of disability, ageing and carers (SDAC) 
revealed that in 2009, the employment rate for people with MD and other similar 
conditions1 was 22.1% lower than for the Australian population. For males, the 
employment rate was 30.5% lower and for females, it was 13.7% lower.  An earlier survey-
based study (AE, 2007) suggests an employment differential of 45% for people with MD 
specifically.  It is therefore not surprising that the majority (two thirds) of people with MD 
fall within the lowest 40% of income groups – more than 70% of males and 60% of females 
with MD have a total cash income of less than $450 per week. This is less than the 
minimum wage per week in 2013 (Fair Work Ombudsman, 2013).2  

Chart i: Distribution of weekly cash income by deciles, people with MD aged 15-64 

 
Source: ABS (2010), SDAC 2009. 

                                                             
1 MD is captured within the SDAC broader health condition: congenital malformations, deformations, and 
chromosomal abnormalities. 

2
 The national minimum wage is currently $16.37 per hour or $622.20 per 38 hour week. 



Muscular Dystrophy Association Inc. 
111 Boundary Road 

North Melbourne VIC 3051 
http://www.MDA.org.au 

 
 

ii Deloitte Access Economics 

Costs of MD 

Economic costs to society 

Access Economics (AE, 2007) estimated that the total economic costs to Australian society 
of MD were around $1.4 billion in 2005.  Adjusting for population growth and price 
inflation, the total costs of MD was estimated to be more than $1.8 billion in 2012.  Of this 
total, $1.2 billion was due to the loss of wellbeing borne by individuals and $0.6 billion was 
due to financial costs borne by individuals, families, governments and the rest of society in 
2012. Productivity losses for individuals not working due to their MD and the opportunity 
cost of informal care (family carers not working due to their loved one’s MD) constituted 
more than 80% of the total financial costs. In per capita terms, the financial cost associated 
with MD was $164,657, and the total cost (including burden of disease) was $487,197 per 
person with MD.    

Table ii: Total costs by type, MD, 2005 and 2012 

Component 2005 

($’million) 

2012 

($’million) 

Health system expenditure 9.4 14.0 
Productivity losses 236.2 347.1 
Informal carers 117.8 173.3 
Deadweight losses 42.4 61.4 
Other indirect costs 29.7 39.8 
Total financial costs 435.5 635.7 
Burden of disease (loss of wellbeing) 1,000.2 1,245.2 

Total costs of MD 1,435.7 1,880.8 

Source: AE (2007) and ABS (2013). 

Compared to other health conditions, for a person with MD, more than two disability 
adjusted life years (DALYs) are lost each year, indicating a substantial loss of wellbeing.  This 
is high relative to other health conditions with similar substantial burden of disease.  

Chart ii: Comparison of case burden, Australia, 2012 

 
Note: prevalence data are used for cases wherever these are available in the publication; otherwise incidence 

data are used.  

Source: DAE based on data from Begg et al (2007).  
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Cost of raising a child 

The cost of raising a child is important for families to know in order to plan their futures and 
for policy makers to know to inform policy design and implementation to assist families 
with children. The National Centre for Social and Economic Modelling (NATSEM) provided 
one of the most recent estimates of the cost of raising a child in Australia.  In December 
2012, the lifetime costs of raising two children from birth until they leave home are 
estimated to be $474,000 for lower income families; $812,000 for middle income families; 
and $1,097,000 for higher income families.  The marginal cost of raising the first child was 
$14,612 per year, with the second being an additional $12,064 per year, and an extra 
$10,036 per annum for the third child.  

What about raising a child with MD? While there is limited literature that examines this 
issue in relation to MD specifically, existing research has shown that the economic burden 
of families caring for a child with disability is significant.  Stabile and Allin (2012) estimated 
that, on average, the total family and social cost of having a child with a disability was 
estimated to be more than $20,000 per annum, with the amount varying depending on the 
severity of child’s health condition.  Bearing in mind the differences across various health 
care systems and methods of estimation, raising a child with a disability like MD can cost up 
to two to three times more than raising a child without a disability.  

Barriers and facilitators to employment and quality of life 

It is important to examine the factors that inhibit people with MD in seeking and obtaining 
employment and the potential facilitators that may help improve job prospects and quality 
of life.  Literature evidence points to various barriers and facilitators across the entire job 
searching process, from the dilemma each individual faces when applying for a job – when 
and to what extent the health condition should be disclosed – to the challenges retaining 
an existing job.  Facilitators such as creating greater awareness of MD and its impacts, 
increasing flexible employment opportunities and addressing identified barriers such as 
mobility (e.g. through the Employment Assistance Fund) and stigma, can enhance 
productivity and quality of life for people with MD and their families and carers. 

Potential policy opportunities 

In March this year, following recommendations from a 2011 Productivity Commission 
report, the National Disability Insurance Scheme (NDIS) Act 2013 was created along with 
the scheme and its overseeing Agency – Disability Care Australia.  With four pilot sites 
commencing in July 2013 and a further two scheduled to commence in July 2014, the 
scheme aims to establish a new way of funding support for people with disability that 
involves more choice and control, with a focus on early intervention and timely support. 
DisabilityCare Australia will work with eligible clients to:  

 discuss goals and support needs; 

 develop an individualised plan to help achieve set goals; 

 consider support required to strengthen family and informal care arrangements; and 

 provide connection to mainstream services and community supports. 

For families with MD the particular issues for the NDIS to address are funding pools 
available that enable: 
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 shorter wait times for accessing wheelchairs and increase consistency in access 
across states and territories; 

 greater financial support for carers who stop work to care for children with MD; and 

 improved access to assistive technologies and training in their use for people with 
MD to enhance their capacity for tertiary study and work. 

Other major needs from a policy perspective are: 

 a centralised Australian government call centre or website/gateway where 
information on existing funding and assistance for families with MD can be found; 

 increased reach and resources for recruitment agencies and specialised disability 
employment support services to assist with: 

• connecting people with MD to appropriate employment; 

• negotiating more flexible working arrangements; and  

• increasing awareness among employers about MD, to help destigmatise the 
condition; and 

 block funding for organisations such as MDA to provide significant services and 
supports to people with MD, starting from the point of diagnosis. This would ensure 
continuity of services and supports since funding would not be available to people 
with MD who are not yet accepted into the NDIS – for example, those who are in the 
initial stages of MD. 



 

 

Limitation of our work 

General use restriction 

This Executive Summary is an extract from the report “Economic study of Muscular 
Dystrophy” dated 10 October 2013.  The Executive Summary highlights the key findings 
from that report. They are not meant to be exhaustive and need to be read in conjunction 
with the rest of the report.  The report “Economic study of Muscular Dystrophy” and this 
Executive Summary are not intended to and should not be used or relied upon by anyone 
else and we accept no duty of care to any other person or entity.  The report and Executive 
Summary have been prepared for the purpose of providing research evidence that enables 
further opportunity to raise awareness on muscular dystrophy in Australia as well as 
support and engage the case for policy responses.  You should not refer to or use our name 
or the advice for any other purpose. 

 

 

 



 

 

 

Contact us 

Deloitte Access Economics 
ACN: 149 633 116 
 
Level 1 
9 Sydney Avenue 
Barton   ACT   2600 
PO Box 6334 
Kingston   ACT   2604 Australia 
 
Tel: +61 2 6175 2000 
Fax: +61 2 6175 2001 
 
www.deloitteaccesseconomics.com.au 

 

Deloitte Access Economics is Australia’s pre-
eminent economics advisory practice and a 
member of Deloitte's global economics 
group.  The Directors and staff of Access 
Economics joined Deloitte in early 2011. 

About Deloitte 

Deloitte refers to one or more of Deloitte Touche 
Tohmatsu Limited, a UK private company limited 
by guarantee, and its network of member firms, 
each of which is a legally separate and 
independent entity. Please see 
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more than 150 countries, Deloitte brings world-
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