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Meeting the needs of people with MS and their families 

requires a comprehensive approach across federal, state 

and territory governments to support people to remain in 

employment, and to ensure timely access to health and 

disability support services.

MS is a lifelong degenerative condition affecting all aspects of 

life for individuals and families. There are over 20,000 people 

with MS in Australia. The average age of diagnosis is between 

20 and 40, and 75% are women. With the right supports, it is 

a manageable illness for many people.

Maintaining employment and financial security, managing 

the high costs of MS over the life cycle and navigating the 

fragmented health and community support systems are all 

features of life with this progressive illness.

The estimated financial and disease burden cost of MS is 

$2.3B in 2011. This includes $190M of lost productivity due 

to reduced hours of work. Households with MS must deal with 

out-of-pocket costs and informal caregiving costs of $12,500 

annually.

As the Australian Government’s Shut Out report notes: 

The extraordinary gap between the level of income support 

and the cost of disability was seen as restricting the ability 

of people with disabilities both to live independently and to 

enjoy a decent standard of living.

Employment and Workplace Flexibility
For people with MS and other progressive illnesses, 

maintaining employment contributes to their quality of life 

and reduces dependence on the Disability Support Pension. 

But currently 80% of people with MS lose their jobs within 10 

years of diagnosis. In 2009 the AIHW found that over 500,000 

workers a year are lost to the workforce due to chronic illness.

Keeping people employed requires a joined-up approach 

including legislative reform, employer sector engagement and 

improvements to labour market programs. Government, 

business, unions and the health sector need to collaborate to 

improve workforce participation rates. In particular, workplace 

flexibility and job retention strategies are needed for people 

who acquire disabilities and illnesses during their working life, 

and who may need adjustments at work. 

Specific measures should include:

•	 amendment of the Fair Work Act to include the right of all 
people with disabilities, chronic illnesses and all carers to 
request flexible working arrangements. This right is 
currently only available to carers of children with a disability 
under 18;

•	 development of a workplace flexibility advisory service for 
employers run by employer peak bodies;

•	 creation of business- and industry-based sick leave pools 
to provide greater flexibility for people who require paid 
leave over and above their accrued entitlement due to 
disability, chronic illness or caring duties;

•	 expansion of the workplace modifications scheme to 
include non-capital items such as attitudinal training and 
non-PBS medications;

•	 the Job Services Australia review should consider expanding 
the number of specialist disability employment providers 
and ensure that these services are linked to other disability, 
health and education services to create articulated 
services for people who use multiple service systems.



Aids and Equipment
Aids and equipment is central to the day-to-day lives of 
many people with MS, and their families. Without the right 
equipment at the right time, the life many of us take for 
granted is impossible for others.

One in ten Australians utilise aids and equipment according 
to the ABS. The estimated total national annual expenditure 
on aids and equipment is approximately $4.5B. About half is 
paid by individuals, families and other private sources, and 
half by federal and state/territory governments through various 
programs across health, disability, aged care, employment, 
education and other sectors. There are at least 100 different 
funding schemes across Australia.

Aids and equipment can include a very wide range of items 
such as crutches, wheelchairs, pressure mattresses, hoists, 
communication aids, smart-home technology, and vehicle and 
home modifications.

•	 no waiting for children 18 and under;

•	 eligibility to equipment schemes for young people in nursing 
homes; 

•	 initiation of an industry development plan for an Australian 
aids and equipment manufacturing industry as most 
equipment is imported.

Young People in Nursing Homes
The landmark 2006 Young People in Residential Aged Care 
Program (YPIRAC) ends in 2011. A five year extension of 
YPIRAC is needed to continue providing alternatives to aged 
care for younger people with MS and other disabilities. 

This extended YPIRAC program should build on the 
achievements of the first program and provide significant 
targeted growth funding for individual funding packages and 
system reform initiatives. Essential strategies include:

•	 pathways to prevent young people from going into nursing 
homes;

•	 moving young people out of nursing homes and into 
alternative accommodation; and supporting young people in 
nursing homes who remain in aged care;

•	 develop key linkages with health, rehabilitation and aged-
care service areas to ensure comprehensive programs of 
care and support.

The next phase of the program must integrate health, aged 
care and disability services to create articulated pathways for 
young people through programs and jurisdictions. Individuals 
with complex disabilities must be able to access support from 
multiple programs concurrently to ensure their needs are met 
regardless of age or place of residence. 

The Continuous Care Program has been successfully trialled in 
the YPIRAC program as a proactive risk management service 
to keep young people out of aged care and is worthy of national 
implementation to  improve outcomes and reduce costs.

Disability Care and Support Scheme
With the release of the Productivity Commission’s report into 
the feasibility of insurance-based lifetime care funding scheme 
for disability services, all governments have a responsibility 
to examine the recommendations and act together on a 
reformed funding scheme. This will require progressive action 
throughout 2011 and 2012.

The demand for disability services is growing rapidly, putting 
great strain on the current government funding structures. The 
introduction of a new scheme will be complex and will require 
many linked reforms. These reforms must be aligned with the 
health and hospitals and aged-care reforms to make the new 
scheme substantial and comprehensive. 

While a new scheme will provide a much-needed funding 
stream, there are major developments in service infrastructure 
and pathways, including disability-sector workforce 
improvements that need to be made now if the full potential of 
lifetime care funding is to be realised.

Recent human services reviews including the National Health 
and Hospitals Reform Commission Report, the Report on the 
Inquiry into Better Support for Carers, Pension Review, the 
Harmer Pension Review, and the Shut Out report all note the 
centrality of aids and equipment in enabling people to live 
full lives in an inclusive society, and the ongoing failures of 
existing programs to deliver this. 

Major problems include: 

•	 chronic under-funding of public aids and equipment 
programs with access limited via large co-contributions, 
restricted lists of ‘eligible’ equipment and means tests;

•	 no coordination, linkages or integration between funding 
sources, jurisdictions, target groups and operational structures;

•	 significant operational and supply chain inefficiencies.

A major national aids and equipment reform agenda is 
required, and should include:

•	 a national purchasing, distribution and recycling framework 
across all aids and equipment programs that aligns existing 
schemes and expands the funding base;

•	 an accurate determination of national costs and benefits 
of aids and equipment, to clarify the level of public funding 
needed;

•	 consideration of a PBS-style prescription system and safety net;



Universal Housing Design
Accessible environments are an essential part of an 
inclusive community. MS Australia commends the Australian 
Government on the introduction of the Access to Premises 
Standards and for its commitment to the National Dialogue on 
Universal Housing Design. 

The lack of accessible housing and the cost of modifications 
are significant barriers to people with MS. As the population 
ages it is essential that Australia has more accessible housing 
stock. Key features include level entry, wider doorways and 
corridors and well-designed bathrooms.

Designing accessible homes reduces costs of future 
modifications, increases the amenity of housing, and reduces 
the need for aids and equipment. Appropriate design does 
not add significantly to housing costs if incorporated before 
building begins.

Universal design features compliant with Australian Standards 
for Adaptable Housing must be mandated in building 
regulations across Australia to ensure better housing options 
in the future. While there has been work in some states on 
changing building codes to include accessible design features, 
progress in this area needs to be nationally consistent and set 
to a timetable. 

Research
There is no cure for MS. Without sufficient research, a cure 
and more effective treatments will not be found. MS Research 
Australia (MSRA) is coordinating research nationally, by 
partnering with at least 20 Australian research institutes. In 
2010 MSRA allocated over $3.2m for MS research funding, 
with most of the money coming from the community.

Government funds for medical research are mostly delivered 
through the National Health and Medical Research Council 
(NHMRC). Although funding for related areas of research has 
increased in recent years, specific funding is urgently needed 
for a critical MS Prevention Strategy. This major research 
program is targeting vitamin D and its role in preventing MS. It 
is an important part of the wider effort to minimise the effects 
of MS across the Australian community. It requires NHMRC 
funding and support from other government programs to 
proceed. For details see www.msra.org.au

The NHMRC’s National Health Priorities are due for review 
this year. It is essential that progressive neurological 
diseases such as MS become a national health priority 
as they affect large numbers of Australians. If progressive 
neurological diseases were a National Health Priority there 
would be significant investment in research activities, and 
increased efforts to improve the availability of evidence and its 
translation into policy and practice.

National Disability Strategy
MS Australia welcomes the endorsement of the National 
Disability Strategy by the Council of Australian Governments.

The National Disability Strategy is Australia’s response to  
the UN Convention on the Rights of Persons with Disabilities, 
and provides an unprecedented opportunity to work across 
jurisdictions to increase the level of social inclusion in Australia.

The Strategy is a 
necessary companion 
to a potential National 
Disability Care and 
Support Scheme and 
gives an important 
focus for social policy 
initiatives.

The Strategy must 
have a life beyond 
an intergovernmental 
agreement and 
must have strong 
engagement 
with key sectors. 
Essential to its 
success is a detailed 
implementation plan 
that involves key peak business, community and disability 
organisations working alongside governments.

A three-year funding program targeting peak bodies across the 
six areas of the Strategy to encourage community ownership 
of key parts of the implementation process would be highly 
useful. Funding for this program should be sourced from all 
relevant jurisdictions.

Health and Community Services
People with MS utilise a wide range of health and community 
care services that must be accessible and well coordinated.

Since 2005 the National Chronic Disease Strategy has been 
the major policy framework for promoting a more coordinated 
national service delivery response to preventable chronic illnesses.

Six years on, this framework is overdue for a major review, and 
should be expanded to include non-preventable progressive 
neurological conditions such as MS which require similar 
system-wide responses for effective disease management.

Also, the health/disability/community care interface needs 
significant upgrading to ensure coordinated care and 
streamlined access. Current gaps create adverse outcomes 
and additional burdens for individuals and families. Specific 
initiatives in this area should include:

•	 improved access to new and existing treatments for MS 
that are currently not on the PBS;

•	 inclusion of disease related private scripts in the 
Pharmaceutical Safety Net.

The Prime Minister announces the 
Draft National Disability Strategy at 
MS Australia



Carers 
The demands on family caregivers of people with MS 
usually increase over time, and often have a lifelong impact. 
Consequently it is vital that families are well supported.

The support families provide to people with MS has an 
estimated economic value of $308M per year, and on average 
carers provide 12.5 hours per week of care. Carers of people 
with MS frequently reduce or cease their employment to 
accommodate their caring role.

MS Australia endorses the recommendations of the 
Parliamentary Report on the Inquiry into Better Support 
for Carers, and urges governments and industry bodies 
to incorporate them in policy, funding and practice across 
business, government and the community. In particular, the 
following actions are essential:

•	 a commitment by the Australian Government to review the 
‘25-hour rule’ (which limits the amount of time carers can 
be involved in work, education and volunteering and still be 
eligible for the Carer Payment) and its impact on carers;

•	 introduction of a dedicated labour market program for 
carers focused on job retention and re-engagement in the 
labour market;

•	 a feasibility study of possible financing schemes to 
contribute to the retirement savings of carers who have 
discontinuous employment.

Energy Use and Climate Change
MS households are high energy users, primarily because 
90% of people with MS are heat intolerant and run their air 
conditioners 15 times more than average households.  

This high use of energy results in significant economic and 
environmental costs. Many states – NSW, QLD, VIC and WA – 
provide vital assistance through means-tested energy rebates 
for people with a medical need to keep cool. It is essential 
that other states and territories implement similar programs.

Additionally, much more needs to be done to make homes 
of people with MS (and other energy intensive conditions) 
more thermally efficient and to help households develop more 
energy efficient habits. Key initiatives focused on this target 
group should include:

•	 development of new energy efficiency programs, and better 
targeting of existing programs to this target group that include:

–	 replacement of older inefficient air conditioners with 
high efficiency air conditioners to reduce running costs 
and carbon emissions;

–	 minor home retrofitting such as ceiling insulation and 
external window coverings;

•	 a national research project to evaluate the extensive 
efficiency gains that can be made in high energy use 
households through measures such as these.
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