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Dear Patrick 

I am contacting you with reference to a meeting that you chaired in Sydney on Thursday 8 August 2013 relating 

to issues impacting on families living with multiple sclerosis. Subsequent to that meeting I was approached, in 

my capacity as one of the foundation members of the Multiple Sclerosis Network of Care Australia, to develop 

a Discussion Paper that addresses many of the key issues in this debate from a patient- centred, evidence 

based, perspective. A copy of that paper is attached for information purposes. 

About the Network of Care 

The Network is an unincorporated research based voluntary body.  It draws its direction and expertise from 

the diverse knowledge and skills base voluntarily provided by the MS community and their colleagues through 

around 400 reference sites across Australia with global linkages. It has no affiliations with pharmaceutical 

organisations and does not engage in fund raising. 

The Network was established in 2003 under the guidance of the Multiple Sclerosis Society of NSW with a 

primary aim of ensuring that people affected by MS gain a respected, evidence based and ‘patient-centred’ 

seat at the table in all matters relating to ways in which services affecting their well being are developed, 

delivered and evaluated.  Around 2006 access to the Network’s emerging research databases (at that time 

hosted by NSW Health) and associated networking became nationally available.  

Two of Australia's peak health advisory bodies, the National Health and Medical Research Council and 

HealthPACT have acknowledged the importance of the Network as a source of information for individuals living 

with MS and their families. 

 Identifying Shortfalls in Service availability and access 

 One of the important roles of the Network is the identification of strategic gaps in the availability and delivery 

of MS related services and support. It does this through an evaluation process underpinned by internationally 

recognised benchmarks.  This process does not set out to evaluate clinical practice per se but is highly relevant 

in highlighting shortfalls in gaining timely and appropriate access to such practice. 

http://search.freefind.com/find.html?si=68079685&pid=r&n=0&_charset_=UTF-8&bcd=%C3%B7&query=RM3627MS
http://www.msnetwork.org/library/qolfeedback.pdf
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Fostering Improvements 

 In circumstances where services fall below expectations, or do not exist, the Network often provides, by way 

of discussion papers, an evidence based overview of what may be needed. Through this process the Network 

aims to be a catalyst in encouraging better understandings whereby service providers and related agencies 

(including parliamentary representatives) work together to address such gaps.  Our experiences over the past 

decade are that this frequently happens.  This is very encouraging 

Of Greatest Concern 

Of greatest current concern is the 'domino' effect whereby the lack of access to high level “core’ MS specific 

services  places pressure not only families living with MS but also on the ability of ancillary service providers to 

best enhance the well being of MS clients.  The analogy provided by the Joseph Malines poem “The Fence or 

The Ambulance” relating to strategies that rely on “ambulances at the bottom of the mountain” well describes 

many of these challenges. 

The fact that Australia has no nationally NHMRC accredited clinical guidelines for the primary and secondary 

care of people with MS compounds this issue. Problems associated with the (in part) consequential  absence of 

these core services may not be easy to resolve - possibly also requiring improved or better focused government 

policies and health care service delivery to people with MS.  

What does this mean from an NDS perspective? 

 I am not sure of what options, if any, NDS may seek to pursue in situations whereby funding may be directed 

to what in essence are ‘band aid’ services trying to compensate for the lack  of appropriate higher level  “core” 

services .  This is already happening in a non NDS environment, much to the frustration of many families living 

with MS – it just does not work. 

The Network’s concern is that the introduction of NDIS, quite unintentionally, may ‘mask’ and compound what 

is already a bad situation. You would have witnessed the depths of some of these frustrations on 8 August.  

When this matter was last taken up with NHMRC in November 2011 the following advice was received: 

“Australia has no NHMRC endorsed clinical guidelines for the primary and secondary care of people 
with multiple sclerosis nor is it aware of any plans for their development". It went on to say "starting 
points' to initiate the development of such guidelines could include the State Chief Health Officers, the 
CEO of NHMRC or Australia's Chief Medical Officer and that funding is always an issue, so if there is a 
funding source, that makes it easier". 

Without such guidelines it can be very difficult for many families living with MS to assert their entitlements to 

appropriate levels of care and support. Such guidelines would not be a panacea but, if present, would provide 

an agreed common foundation to build upon.  

 With the introduction of NDIS it may well be an appropriate time for the Network to revisit this issue.  To this 

end I would greatly appreciate understanding NDS thinking on matter such as this.  Multiple Sclerosis is not the 

only chronic condition where such guidelines do not exist.  

http://www.nypartnersinoralhealth.com/aboutus/poem.html
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A matter of further concern 

The Network continues to hear wide ranging concerns about the matters raised at the August meeting in 

Sydney.  As you would be aware, there is vigorous debate about both the merits of, and underlying reasons for, 

these matters. Perhaps the foregoing information may help to position some of these issues in a broader 

context.  

 Discussion Paper Overview - What is Multiple Sclerosis Good Quality Patient Centred Care? 

In summary, while the Network strongly encourages supportive processes that enable the voices of people with 

MS to be better heard and respected it does not agree that that those with a serious progressive chronicle 

illness should be consciously placed in a position whereby they are left with no option but to attempt to 

expend valuable energy in attempting to ‘rejustify’ their care needs and entitlements in the face of 

overwhelming evidence, medical and otherwise, supporting such entitlements  

This Paper has been widely distributed. It can be accessed at 

http://www.msnetwork.org/library/qolfeedback.pdf 

Moving Ahead 

I hope that the foregoing information may help NDS in further understanding some of the more substantive 

issues relating to the care needs of many families living with MS. It is unfortunate that these issues have 

recently been brought to the foreground in such a dramatic fashion.  Let’s hope that in the longer term this 

transpires to be for the best.  

 Understandably, the Network is now only just beginning to receive feedback from areas where NDIS trials are 

commencing.  In this respect do you, as yet, have any MS specific policies and/or a specific area of NDS that 

may be interested in receiving further evaluative feedback from the Network on this topic? 

 

Yours sincerely 

Peter Sullivan, on behalf of 

Multiple Sclerosis Network of Care, Australia 

Email sullys452@bigpond.com 

http://www.msnetwork.org  

 About Peter  

 

 

 

http://www.msnetwork.org/library/qolfeedback.pdf
http://www.msnetwork.org/
http://www.echonews.com.au/news/transport-often-difficult-when-youre-on-wheels/1126736/

