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  CCSVI – May 2012 responses to Sept 2011 Parliamentary Briefing  

Multiple Sclerosis Network of Care Australia 

A Voice for People Affected by MS 

Janelle Saffin, MP 

Member for Page 

63 Molesworth Street 

Lismore  NSW 2480 

Dear Janelle 

Thank you for your communication of 25 May 2012 (via Matt Dunne) regarding CCSVI and Multiple 

Sclerosis. You asked about the responses that we received to a Parliamentary Briefing Note (PBN) on 

this topic forwarded to all Australian Parliamentary representatives in September/October 2011. The 

PBN (copy at http://www.msnetwork.org/advocacy/briefing.htm) was prompted by your advocacy 

to the Parliament in May 2011 at which time you identified a need for Parliamentary 

Representatives to turn their minds to CCSVI issues.  

You will be pleased to hear that the PBN evoked a wide variety of responses covering some 34 

position points. Details of these position points and evaluations thereof are at 

http://www.msnetwork.org/innovation.htm#voice. 

Shortly stated, many respondents (apart from HealthPACT - see later) had difficulty in separating 

CCSVI issues from their understandings of MS.  This is unfortunate - the acknowledged clinical 

indicators for MS and CCSVI along with treatment options are quite different.  An area of 

convergence between these two disorders relates to emerging knowledge that the successful 

treatment of CCSVI conditions via venoplasty can provide significant improvement in a wide range of 

debilitating symptom previously thought to be solely associated with MS. 

Examples of these misunderstandings are reflected in the advice provided via the Prime Minister, 

Health Minister and the Minister for Disability Services.  Invariably these responses emphasised the 

Governments commitment to addressing MS issues by highlighting its financial commitment to 

treatment and research for multiple sclerosis and other neurological disorders without necessarily 

addressing CCSVI as an entity in its own right (the whole purpose of the Briefing Note). Similar 

responses are being received by the constituents of individual MP’s. 

At no stage have any of these responses, including that from NHMRC, directly addressed the key 

PBN issue, viz: 

"that the Australian Parliament to put in place policies and programs that support the 

advancement of CCSVI medical knowledge while, at the same time, addressing the ongoing 

CCSVI needs of Australians living with MS” 

This is both disappointing and confusing.  It does, however highlight the importance of establishing 

consistent and relevant CCSVI polices and programs across all areas of government – polices that 

also recognise the factual position obtaining in Australia.  At this stage the Australian government 

http://www.msnetwork.org/advocacy/briefing.htm
http://www.msnetwork.org/innovation.htm#voice
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appears to have no such policies in place or any significant ongoing investment in CCSVI support and 

research. 

By contrast, and concurrently with the aforementioned responses, an excellent report originated 

from HealthPACT. This report focuses specifically on the role of venoplasty in the treatment of the 

vascular disorders that reside under the CCSVI umbrella. Rather than canvass possible relationships 

between MS and CCSVI it is focused on clarifying and quantifying benefits that arise through treating 

CCSVI conditions. It also canvasses possible ways in which the Parliament might become involved in 

the diffusion of the knowledge arising from CCSVI developments. This is precisely the focus that is 

needed. 

It is reasonable to assume that the involvement of HealthPACT will, in due course, give rise to 

evidence based guidance relating to venoplasty as a standard treatment for CCSVI related 

conditions.  In the interim it is the view of the MS Network that venoplasty should be freely available 

to those diagnosed with CCSVI related conditions with the outcomes systematically monitored 

nationally.  The role of the Government in this process was identified in your May 2011 advocacy in 

the following terms: 

“Funding programs to monitor the long term effectiveness of treatment procedures, including 

but not restricted to, clinical trials recommended by vascular specialists” 

As part of its research HealthPACT referenced the following diffusion recommendations of the 

Network of Care: 

“Screening for possible vascular irregularities is undertaken during the diagnostic stages of 

MS as a prerequisite to qualifying for immunotherapy Subsidies”. 

This recommendation was included in the discussion paper referenced in your presentation to 

Parliament in May 2011. 

 Both HealthPACT and NHMRC went on to identify the Network of Care as an important source of 

information for families living with MS.  In this context it is disappointing that the Parliament has 

been slow on picking up on one of the recommendations in the PBN in the following terms: 

“The Australian CCSVI Reference Group, comprising people with MS across Australia, with 

first hand experience in CCSVI screening and treatment, and in consultation with a range of 

stakeholders, including experts in vascular disorders, have developed a draft Action Strategy 

designed to progress the achievement of the proposed solution. To the extent that the 

administration of this group is based in Melbourne, and as a first step, the opportunity would 

be appreciated for representatives of this Reference Group to meet the CCSVI Parliamentary 

Committee envisaged in the draft Action Strategy” 

As you are aware the Network of Care had its origins in the Electorate of Page nearly a decade ago 

and now operates nationally. It draws on its extensive web accessible knowledge base to support its 

mission of providing an evidence based voice for pwMS. 

In your presentation you mentioned different views held by MS Australia and the Network of Care 

on the topic of CCSVI. While these organisations share some common goals, quite different 

stakeholders, and opportunities to effectively participate in decision making, are involved.  The 

primary aim of the Network is to assist in enabling the ‘voice of people affected by MS’ to be heard 
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and respected.  In many situations MS Australia may not be the best way of achieving this. At times, 

agreeing to disagree can be very healthy. 

For example, a petition addressed to the Prime Minister, Health Minister and MS Australia in 

relation to CCSVI now carries around 2000 signatures and grows month by month – this equates to 

approximately 10% of the Australian MS population. The petition coverage is considered to be 

statistically (both quantitatively and qualitatively) relevant in gauging the expectations of the 

broader MS community on CCSVI issues nationally and regionally.  While it has yet to attract the 

attention of MS Australia it was an important factor in originating the PBN.  

Having said that you have probably heard  about a presentation at Parliament House on 25 June 

2012 organised by Kate Lundy in association with Alan Pask from MS Australia and Kerri Cassidy from 

CCSVI  Australia.  Kerri will be speaking at this presentation along with several others with interests 

in this topic - including Rob Hubbard, President of MS Australia.  I am hoping that you may be able to 

attend and to perhaps provide an update on some of the issues that you advocated about in May 

2011. My health status is such that I am not able to attend in person. 

In Summary 

The 3 issues that I would like to highlight, on behalf of the Network of Care are: 

1. The MS Network  fully support the work of HealthPACT in its ongoing role in briefing Health 

Ministers and Governments on the role venoplasty in improving the health and well being of 

people (including people with MS)  with vein associated vascular irregularities (described as 

CCSVI).  

2. The questions of possible associations between CCSVI and MS are separate, highly important 

issues that may take many years to resolve. 

3. There are no justifications to withhold treatment for vascular irregularities pending answers 

to these questions. They are different cosmologies.  To deny treatment for extremely 

debilitating vascular conditions is, perhaps, akin to denying cancer patients access to current 

therapies pending discovering all of the causes of cancer.  To do so is inhumane.  As an 

absolute minimum, venoplasty must be seen in a palliative context.  

 A more detailed examination of the way ahead is at 

http://www.msnetwork.org/innovation.htm#beyond 

More broadly I believe that it is important to remind people of the recent advice from NHMRC 

 "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" 

Thanking you for your assistance in the past.  I look forward to your ongoing advocacy on our behalf. 

Peter Sullivan, On behalf of the 

Multiple Sclerosis Network of Care Australia. 

11 June 2012 

http://www.msnetwork.org/innovation.htm#beyond
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Alstonville, NSW, 2477 

 

http://www.msnetwork.org 

Footnote: 

A briefing was conducted at Parliament House, Canberra on Monday 25 June 2012 with the aim 
of building common ground. Organised by MS Australia, in collaboration with CCSVI Australia, 
and under the auspices of Senator Kate Lundy, it was agreed to progress CCSVI issues on a 
bipartisan basis. Laura Smyth MP committed to meet with Janelle Saffin MP on what to present to 
the Parliament's Health Committee with the aim of obtaining agreement from the Health Minister 
and NHRMC to fast track appropriate action. MSA and CCSVI Australia agreed to produce a 'united 
statement' for them to use in their work. MS Australia was represented by their President, Rob 
Hubbard and Robert Pask. CCSVI Australia was represented by Kerri Cassidy and Helena Webb. An 
excellent clinical overview of CCSVI and MS was provided by Doctor Paul Thibault. All in all an 
important step forward  
 
See 
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