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From: Eva and Peter Sullivan [mailto:sullys452@bigpond.com]  

Sent: Tuesday, 13 December 2016 3:44 PM 

To: Robyn Hunter - MS Australia (robyn.hunter@ms.org.au) robyn.hunter@ms.org.au 

Cc: Deidre Mackechnie.CEO MS Australia (deidre.mackechnie@msaustralia.org) 

<deidre.mackechnie@msaustralia.org>; Matthew Miles MSRA CEO (mmiles@msra.org.au) 

<mmiles@msra.org.au> 

 

Robyn Hunter 

CEO, Multiple Sclerosis Ltd 

(original via email –Ref RM2320MS)  

Hi Robyn 

CCSVI Journey in Australia - Protecting the Vulnerable 

You would be aware that the December 2016 edition of the Australian Women’s Weekly has 

a feature article on the topic of CCSVI - associated with the announcement of Kerri Cassidy 

as the winner of the 2016 Award for the Excellence in Justice and Rights Protection for her 

long-term commitment to promoting justice and rights protection for people with disability. 

This acknowledgement is generating much welcome publicity and requests for further 

information. 

As part of this process I have agreed to prepare a background paper for wider circulation. 

Special reference is made to Australian experience and guidance. It also reflects feedback 

from the more than 3,000 signatories to Australian petitions on this topic. An advance copy 

titled “CCSVI Journey in Australia - Protecting the Vulnerable Must Always be our First 

Priority” is at http://www.msnetwork.org/evidence 

I have copied this note to the CEO’s of MSA and MSRA. As ever constructive feedback is 

encouraged and most welcome. 

During the course of fact finding I became aware of recent advice by MS Connect on this 

topic. Shortly stated, and with one possible exception, this information is 3-5 years out of 

date and all largely overtaken by subsequent learning (as illustrated in the aforementioned 

paper). Much of it relates to references also included in a document on the MS Research 

Australia website dated 26 June 2014. The MS Network of Care responded to this document 

at the time of its publication see http://www.msnetwork.org/ccsvihistory.htm#divergent 

mailto:robyn.hunter@ms.org.au
http://www.msnetwork.org/evidence
http://www.msnetwork.org/ccsvihistory.htm#divergent


While differing perspective can be a sign of healthy debate caution needs to be exercised 

about the contexts in which earlier observations are super-imposed over subsequent 

consensus by highly recognised and respected professional bodies. 

I am drawing this matter to attention because of concerns about the possible consequences 

of highly vulnerable people relying on significantly understated and at times outdated 

information. It should go without saying that organisations presenting a public face under 

the MSA banner are operating from a position of trust – as such they have very significant 

obligations in terms of Duty of Care. In the case of CCSVI, human rights issues are also now 

squarely on the table see http://www.msnetwork.org/basics/UN-conventions.htm 

 

Peter Sullivan. On behalf of 

Multiple Sclerosis Network of Care, Australia 

********************************************************** 

 

From: Robyn Hunter [mailto:Robyn.Hunter@ms.org.au]  
Sent: Friday, 23 December 2016 12:52 PM 
To: Eva and Peter Sullivan <sullys452@bigpond.com> 
Cc: Deidre Mackechnie.CEO MS Australia <deidre.mackechnie@msaustralia.org>; Matthew Miles 
MSRA CEO <mmiles@msra.org.au> 
Subject: RE: CCSVI Journey in Australia - Protecting the Vulnerable 
 

Dear Peter 

With the support of MSA and MSRA we endeavour to ensure that our information is updated. Thank 

you for bringing to our attention that we need to update the information on CCSVI.  

Regards Robyn 

 

********************************************************** 

 

From: Eva and Peter Sullivan [mailto:sullys452@bigpond.com]  

Sent: Monday, 2 January 2017  

To: Robyn Hunter - MS Australia (robyn.hunter@ms.org.au) robyn.hunter@ms.org.au 

Cc: Deidre Mackechnie. CEO MS Australia (deidre.mackechnie@msaustralia.org) 

<deidre.mackechnie@msaustralia.org>; Matthew Miles MSRA CEO (mmiles@msra.org.au) 

<mmiles@msra.org.au> 

Robyn Hunter 

CEO, Multiple Sclerosis Ltd 

(original via email –Ref RM2320MS) 

Hi Robyn 

http://www.msnetwork.org/basics/UN-conventions.htm
mailto:Robyn.Hunter@ms.org.au
mailto:sullys452@bigpond.com
mailto:deidre.mackechnie@msaustralia.org
mailto:mmiles@msra.org.au
mailto:robyn.hunter@ms.org.au


Thank you for your response of 23 December 2016 on the topic *CCSVI Journey in Australia - 

Protecting the Vulnerable” 

The following benchmarks may further assist with your review: 

The Key CCSVI Question 

In November 2011 Australia’s peak Health Policy Advisory Committee on Technology 

(HealthPACT) identified the key question as “does the use of Percutaneous Venoplasty 

relieve symptoms of Multiple Sclerosis by improving Cerebrospinal Venous Drainage?” 

What is now known – in terms of Quantitative and Qualitative Evidence 

1. The processes whereby potential CCSVI conditions are managed in Australia conform to 

published, extensively peer reviewed and consensus based evidence.  See 

http://www.msnetwork.org/evidence/index.htm#common 

 

2. In 2011, in a far sighted presentation at the annual scientific meeting of the Australasian 

College of Phlebology, Kerri Cassidy said “with a clear understanding of the experimental 

nature of this (CCSVI) theory – that is, that a high number of pwMS appeared to have vein 

abnormalities and that a venoplasty procedure was an appropriate means to correct them.  

Whilst specific improvements or benefits from this treatment were not yet known it seemed 

reasonable to expect that correcting impaired blood drainage from the brain would lead to 

positive results regardless of a MS diagnosis”  See  

http://www.msnetwork.org/expectations/ccsvipatient.htm#began 

 

3. Kerri went on to provide a comprehensive, patient centred, insightful overview of important 

underlying issues – all of which are vindicated by the aforementioned research outcomes. 

See http://www.msnetwork.org/expectations/ccsvipatient.htm 

 

4. The ongoing issue now centres on protecting the vulnerable. See 

http://www.msnetwork.org/evidence/index.htm 

 

5. This includes: 

Respecting and observing the United Nations Conventiom on the Rights of the Disabled – 

especially those relating to access to health care. See 

http://www.msnetwork.org/basics/UN%20Conventions-abridged.htm#25 

The importance of informed patient centred decision making. One recent example is Maree 

Thomson who in 2013 was bestowed with the highest award available by MS – the Sir Louis 

Pyke Award which acknowledges her outstanding service to people with multiple sclerosis 

and the MS. Maree’s CCSVI story is at http://ccsviaustralia.com.au/ccsvi-ms-testimonial-

maree-thomson/ 

Ensuring ready access to CCSVI diagnosis, guidance regarding diagnostic outcomes and 

access to appropriate and ongoing treatment modalities, including venoplasty where 

indicated. See http://www.msnetwork.org/caution.htm#needed 

The forgoing is what Kerri Cassidy’s ongoing CCSVI specific advocacy is all about and why her efforts 

have been so appropriately acknowledged. 
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I sincerely hope that this additional information further assists MS Ltd, MSA and MSRA in better 

responding to the Key Question. 

 

Peter Sullivan, on behalf of 

MS Network of Care, Australia 

‘’A voice for People Affected by MS” 

http://www.msnetwork.org 
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