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Rebuilding Multiple Sclerosis 
Communication Pathways  

 
TurnOnthe Tap 

 

 

Senator Debra O’Neill 

NSW Senator and Chair, Senate Health Committee                                           25 April 2016                                                                      

Parliament House, Canberra (original via email – copies to: see footnotes)     Ref RM2230MS  

Associated Correspondence http://www.msnetwork.org/bookmarks/advocacy-parliament.htm 

                                                                 

Dear Debra 

Thank you for your email of 20 April 2016 on the topic (ex Facebook) Multiple Sclerosis Briefing 

Note to Parliamentary Decision Makers - April 2016  

By way of explanation we are seeking a clear understanding of how best to re-engage the interest 

of the Australian Parliament, especially key decision makers, in the very significant Multiple 

Sclerosis issues first raised by Janelle Saffin in conjunction with 2011 World Multiple Sclerosis day. 

One of several vehicles that we have chosen for this is an Open Letter to elected representatives – 

see http://www.msnetwork.org/electorates/openletter.htm 

Where to start – Setting some key communication objectives.  Polytrak 

To begin with you might like to reflect on the following quite exciting series of achievements that in 

no small way, were partially inspired by Janell’s insightful leadership and that of her colleagues. 

Who to consult with and why 

 It is our view that the first priority is to build/rebuild communication links as between the 

Parliament and 

1. The Australian CCSVI community – especially Kerri Cassidy, CEO of CCSVI Australia, 

whose leadership has raised in excess of $250,000 to establish the internationally 

acclaimed CCSVI clinical trial at the Alfred Hospital in Melbourne. The former Labor 

Governments offer to fast track much needed funding for this trial is yet to eventuate. 

 

Ticking Several Boxes 
 
For the following reasons (and more) now is a good time to match dollar for dollar 
that which the MS community has already achieved. 
 
Because 
 
+ It represents prudent financial management – far more is already being saved as 
those being treated begin to reduce their reliance on heavily subsidised 
pharmaceuticals. 

http://www.msnetwork.org/bookmarks/advocacy-parliament.htm
http://www.msnetwork.org/electorates/openletter.htm
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+ It acknowledges the already substantial commitment by the MS community.  
 
+ It accelerates both the treatment of those in need as well as Australia’s transition to 
the rapidly emerging field of Neurovascular Medicine. 
 
+ It makes good electoral sense. 
 

2. Australian CCSVI Vascular specialists, starting with those leading the Alfred Hospital 

Clinical Trial – especially Dr Helen Kavnoudias who will be reporting on what is being 

learnt at the annual conference of the International Society for Neurovascular Disease in 

New York later this week. 

 

3. The Royal Australian College of Surgeons, especially Dr Prema Thavaneswaran who 

authored an excellent 2011 HealthPACT advisory report on some aspects of this topic. 

This report referenced the following recommendation, 

 

+ There is strong evidence that testing for possible CCSVI irregularities should 
be mandatory during the diagnostic stages of MS and that the Australian 
government could tie its immunotherapy subsidies for MS to requirements 
that information be provided to individual patients about possible vascular 
irregularities in MS, and vascular (including CCSVI) screening be undertaken. 
Authorising general practitioners to refer patients for Doppler ultrasound 
CCSVI screening may be a key step in achieving this. 

 

4. The Canadian Parliament, especially the Science Minister, Dr Kirsty Duncan who is 

dealing with these issues at a political level in Canada 

 

5. The International Society for Neurovascular Disease who described the Alfred Hospital 

CCSVI clinical trial as 'one of  the worlds most sophisticated research projects into 

palliating, treating and curing neurovascular diseases, such as multiple sclerosis - aiming 

towards meaningful diagnostic and treatment strategies'. 

 

6. Those whose signatures and personal experience (more than 400) support the Open 

Letter by generously providing snapshots about how individual Australian Families living 

with a Multiple Sclerosis diagnosis are being discriminated against. Something is 

seriously wrong. 

 

Footnote In November 2011 Dr Prema Thavaneswaran authored a report titled 

“Percutaneous venoplasty (PTA) for the treatment of chronic cerebrospinal venous 

insufficiency (CCSVI) in multiple sclerosis” click here for an overview of these findings 

http://www.msnetwork.org/innovation.htm#Figure%203 

 

 

http://www.msnetwork.org/innovation.htm#Figure%203
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A more in depth scenario 

Janelle also questioned the nature and extent of the commitment of MS Australia to the foregoing 

issues. This was canvassed in a July 2015 submission (submission 15) to the House of Reps Health 

Committee – subsequently published under parliamentary privilege – see 

http://www.msnetwork.org/bloodflow/parliamentary-enquiry-restricted.htm 

Protecting the Vulnerable 

Over the past 6 months increasing numbers of researchers have cautioned that there is a high 

incidence of (undetected) cardiovascular disorders in people diagnosed with MS – left undetected 

they warn that such incomplete diagnoses not only causes patients potential harm but cost health 

care systems (including governments) untold millions of dollars a year. Australia is no exception. 

Delayed or potentially incomplete diagnoses not only means patients may be getting expensive and 

potentially harmful treatments they don't need, but they are also not getting the appropriate 

treatment for the conditions they may have.  

A line in the Sand 

On 6 April 2016, the highly respected National MS Society (USA) drew an important line in the sand 

in relation to the widespread use of immunotherapy drugs when it said ‘’none of these can stop 

progression or reverse the damage to restore function". In outlining its vision for the future it 

referenced the importance of ‘’neuroprotection’’ – which simply means protecting neurons by re-

establishing blood flow and perfusion after a loss of oxygen to the brain. 

See more http://www.msnetwork.org/caution-parliament.htm#progression 

The Full Circle 

This is precisely the issue highlighted by Janelle Saffin to the Australian Parliament some 5 years 

earlier. See http://www.msnetwork.org/advocacy/hansard.pdf 

What the Open Letter is Not About 

The Open Letter is not about the actual treatment of these vascular abnormalities. It has been 

established that the scope, nature, impact and management of these irregularities may vary 

significantly from one individual to the next. These are matters entirely between the individual and 

their neurovascular specialists. The outcomes of clinical trials and the long term follow of patients 

guide these decisions.  

What the Open Letter is absolutely about is the lack of routine access to 
appropriate vascular screening – and the (entirely preventable) extreme health 

risks associated the misdiagnosis or under diagnosis of this condition. Accelerating the 
progress of the Alfred Hospital Clinical Trial is a vital part of this process 

 

Well Debra that’s about it.  

http://www.msnetwork.org/bloodflow/parliamentary-enquiry-restricted.htm
http://www.msnetwork.org/caution-parliament.htm#progression
http://www.msnetwork.org/advocacy/hansard.pdf
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If it is no longer possible to progress this issue on a bipartisan basis then can we at least agree to 

begin rebuilding communication with the overall aim of  ''assisting in accelerating the processes 

whereby what is being learnt regarding cardiovascular problems and multiple sclerosis is better 

translated into benefits for patients and reduced government outlays'' 

We are copying this reply to Bill Shorten, Tanya Plibersek and Janelle Saffin because of their prior 

interest in this very important topic. 

Very best regards 

Peter Sullivan and Kerri Cassidy, 

on behalf of CCSVI Australia Reference Group 

http://www.msnetwork.org/caution-parliament.htm 

Email election@msnetwork.org 

45 Cooke Ave 

Alstonville NSW 2477 

 

 

Footnotes 

Senator Deborah O'Neill (senator.o'neill@aph.gov.au) 

Bill.Shorten.MP (Bill.Shorten.MP@aph.gov.au); Tanya Plibersek MP 

(Tanya.Plibersek.MP@aph.gov.au); Janelle Saffin (jasaffin@nor.com.au); Kerri Cassidy CEO CCSVI 

Australia (kerric@ccsviaustralia.com.au); Helen Kavnoudias (h.kavnoudias@alfred.org.au) 

Chris Hayes MP (Chris.Hayes.MP@aph.gov.au) 

 

http://www.msnetwork.org/caution-parliament.htm
mailto:election@msnetwork.org

