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2 November 2016 (Ref RM2320MS) 

Deidre Mackechnie                                                                                                                                                                

CEO, MS Australia                                                                                                                                                                                

(original via email – copy to– Matthew Miles CEO MS Research Australia) 

Hi Deidre 

I am writing in relation to your comment in the December 2016 Women’s Weekly about a 

lack of CCSVI evidence.  As expressed (with 1 possible exception – see point 1) it appears to 

fall short of what is known overall. Perhaps you may have been misquoted?  

I have since agreed to provide a more expansive overview along the following lines. I would 

like to do so against the background of having provided the opportunity for further input by 

MS Australia and MS Research Australia.  For this reason I am also copying this request to 

Matthew Miles CEO MS Research Australia. If possible could you advise which, if any, of the 

following 4 contexts your comments were directed, i.e to what aspects of CCSVI you were 

referring and in what time frame?  

Following is a snapshot of key developments courtesy of the HorizonsSCAN database. The 

respected International Society for Neurovascular Disease (ISNVD) identifies HoriZonsSCAN's 

research reporting capability as "amazing'' see 

http://www.msnetwork.org/roadmap/index.htm#horizon 

 

2011 to early 2014 – Addressing Divergent Outcomes 

1. During this period divergent study outcomes were indeed reported regarding the use 

Doppler ultrasound to detect potential CCSVI conditions - despite it being known that this 

technology is not a reliable ‘’stand-alone’’ CCSVI diagnostic tool. Many of these studies also 

focused on the identification of ‘’vascular blockages’’ whereas the correct benchmark 

relates to disturbed blood flow. Compounding all of this was a highly variable range of 

operator skills and diagnostic capabilities. The outcomes of some were not treated kindly 

when peer reviewed – some others were discontinued prior to completion. Much was 

learnt. 

2. Conversely the outcomes of concurrent examinations using multi-model approaches 

and skilled technicians confirmed the presence of CCSVI conditions. These showed that both 

a non-invasive and invasive multimodal imaging diagnostic approach depicted a range of 

http://www.msnetwork.org/roadmap/index.htm#horizon


extracranial venous anomalies indicative of CCSVI. Catheter venography studies gave a 

regular picture, with the majority of patients with multiple sclerosis presenting with 

demonstrable outflow abnormalities in the veins draining the central nervous system. The 

prevalence of these lesions was over 50%, and even higher (about 90%) when more liberal 

definition of an abnormality or intravascular sonography was used. There is an interesting 

overview of what was learnt at http://www.msnetwork.org/ccsvihistory.htm#divergent 

 

Mid 2014 and subsequent – Building Upon what was learnt 

3. Subsequent research addressed these shortfalls in a variety of ways. Supported by 

the newly developed MEM-net process, we saw prevalence levels (via non-invasive 

techniques) at around 84%. Invasive techniques including the use of IVUS further extended 

these prevalence parameters. In August 2016 the 2016 edition of the Oxford Textbook of 

Vascular Surgery featured a full chapter (chapter 10.8) on Chronic Cerebrospinal Venous 

Insufficiency (CCSVI). The Oxford Textbook series is the foremost international textbook of 

medicine. Unrivalled in its coverage of the scientific aspects and clinical practice of medicine 

and its subspecialties, it is a diagnostic fixture in the offices and wards of physicians around 

the world. An overview of much of this post 2013 learning is at 

http://www.msnetwork.org/ccsvihistory.htm#incidence 

 

Access is now the Key Issue 

4. Rest assured that the clinical trial being undertaken at the Alfred Hospital well and 

truly addresses all of the foregoing issues. At the same time there is an urgent and 

concurrent need for a national process enabling ready access to cardiovascular (including 

CCSVI) screening across the MS population. There is also an associated need for individual 

guidance about options for best managing the screening outcomes.  No new medical 

procedures or new medications are involved. Find out more 

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

Best regards 

Peter Sullivan 

On behalf of 

Multiple Sclerosis Network of Care, Australia 

http://www.msnetwork.org 

Australian Women’s Weekly reference http://www.msnetwork.org/expectations/womens-

weekly.htm 
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From: Deidre Mackechnie [mailto:Deidre.Mackechnie@msaustralia.org.au]  

Sent: Wednesday, 2 November 2016 5:55 PM 

To: Eva and Peter Sullivan sullys452@bigpond.com 

Cc: Matthew Miles mmiles@msra.org.au 

Subject: RE: I am writing in relation to your comment in the December 2016 Women's 

Weekly about a lack of CCSVI evidence 

 

HI Peter, 

Thank you for your email and I am happy to be provided with the opportunity for further 

comment as, whilst I would not suggest I was misquoted, my comments were substantially 

taken out of context and to that end, I was very disappointed by that aspect of the article in 

the Women’s Weekly. 

I provide the following background not as a verbatim record of the conversation but as a 

summary. 

In my initial contact with the journalist I suggested she needed to talk with MS Research 

Australia as this sat within their remit not that of MSA.  However, she said that the premise 

of her conversation with me was not about the efficacy of the treatment but the funding, as 

she told me that the project was funded by MS Australia in 2012.  I explained that research 

projects were usually funded by MS Research Australia and that we were not usually 

involved in funding but, as this was before my time with the organisation, I was happy to see 

if I could find further detail.   

Note:  I have since been informed that funds raised by CCSVI were held initially by MSL and 

then by MSA and distributed to the researchers by us, hence we did not fund the project but 

administered the funds.  I understand that the decision was made to cease this service at 

the completion of this first round of funding, there is no record as to why this decision was 

made.  This information was provided to the journalist subsequent to the interview. 

The journalist then asked why we withdrew the funding and why would we not support 

treatment that will benefit people with MS?  I explained that the core business of MSA is not 

funding research and that whilst we would want to support treatments that help people 

with MS, I was not aware of the level of evidence around this treatment, however, 

reminded her that this was a question that needed to be asked of MS Research Australia as 

it is not my area of expertise.  We circled around this question and answer several times but 

fundamentally returned to the same response: I will collate what information I can in 

relation to the funding (which I have done) but as to efficacy of CCSVI, I will leave that to MS 

Research Australia to provide the informed respond. 

Hopefully this provides some clarity as to the context of my comment, as I was being asked 

about funding not research or treatment efficacy as I was clear this part of the discussion 

needed to occur with MS Research Australia.  

I will of course, leave it to Matthew to comment further as appropriate. 

mailto:sullys452@bigpond.com
mailto:mmiles@msra.org.au


Regards, 

Deidre 

 

 

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

Sent: Monday, 21 November 2016 11:03 AM 

To: 'Deidre Mackechnie' <Deidre.Mackechnie@msaustralia.org.au> 

Cc: Matthew Miles MSRA CEO (mmiles@msra.org.au) <mmiles@msra.org.au> 

Subject: RE: I am writing in relation to your comment in the December 2016 Women's 

Weekly about a lack of CCSVI evidence 

 

HI Deidre 

Thank you for your prompt response – much appreciated. Ii is indeed very disappointing 

that your comments were substantially taken out of context. As you have probably heard 

Kerri Cassidy did go on to win the 2016 Australian Award for Excellence in Justice and Rights 

Protection Award for her long-term commitment to promoting justice and rights protection 

for people with disability.This is the same award won by Robert Pask in 2013. 

In Kerri’s case it is a is a reflection of her work in raising awareness and calling for equitable 

access to treatment for Chronic Cerebrospinal Venous Insufficiency (CCSVI) for people with 

Multiple Sclerosis. An update on this great news is currently being circulated across the MS 

Network of Care, 

The HoriZonsSCAN database provides useful data in relation to what has been said in the 

public arena (including to parliamentary representatives) as regards the respective roles 

and/or commitments by MSA and MSRA in progressing access to CCSVI related vascular 

screening. There are some far reaching issues that seemingly relate to the role of MSA.  

While no response has been received from Matthew Miles (CEO MSRA) some potentially 

useful references are;  

1. MSA  - all HoriZonsSCAN references  

http://www.msnetwork.org/bookmarks/msa.htm 

2. MSRA – all HoriZonsSCAN references 

http://www.msnetwork.org/bookmarks/msra.htm 

3. Human Rights Implications http://www.msnetwork.org/basics/UN-conventions.htm 

4. Parliamentary Update http://www.msnetwork.org/expectations/hope-video.htm 

 

http://www.msnetwork.org/bookmarks/msa.htm
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Best Regards 

Peter Sullivan 

 

 

 


