An Update on CCSVI, February 2010

What is CCSVI?

In an Italian study by Dr. Paolo Zamboni, he and his colleagues used Doppler ultrasound to look at the major veins draining the head and neck (jugular veins) and a large vein in the chest (azygous vein) of a small number of people with and without MS.  He looked at five different criteria for abnormal flow in these veins. Dr. Zamboni found that all of the people with MS (100%) had at least two of these criteria, but the healthy people did not. He suggested that this leads to a cerebrospinal venous insufficiency (CCSVI) and that CCSVI causes MS.

Is CCSVI important?

That’s what researchers around the world are trying to find out. Dr. Zamboni’s research has prompted a great deal of interest, and there are studies going on right now to understand if, how and when CCSVI is related to MS.

Dr. Zamboni believes that CCSVI causes MS by allowing iron to be deposited around blood vessels in the brain, and that these iron deposits cause the immune system to damage the brain. So far, this is still a hypothesis -- essentially an educated guess as to what these findings mean. Science progresses by making observations, putting forward a hypothesis about what the observations mean, and then testing the hypothesis to see if the idea has merit. Where this becomes frustrating for people is that studying ideas safely and rigorously takes time.

CCSVI has been in the news again, with results from a study in Buffalo. 
What is being done in Buffalo?

Dr. Robert Zivadinov and his colleagues at the University of Buffalo are performing a large study to see if abnormalities in the venous system are a common finding in MS and whether these abnormalities also happen in healthy people. On February 10, 2010, Dr. Zivadinov released his preliminary findings in a press release (http://www.buffalo.edu/news/10937). The details of the study are not available yet. What we do know is the following:

Results of the study in Buffalo

Dr. Zivadinov studied 500 people, including persons with MS, clinically isolated syndrome (CIS), other neurologic diseases, and healthy controls (i.e. people who don’t have MS, CIS, etc.). Study participants underwent ultrasound (Doppler) scans of the head and neck. People with MS also had MRI scans to measure iron deposits in the brain. 

Dr. Zivadinov reported that 56.4% of patients with MS had the abnormalities described by Dr. Zamboni. Interestingly, he found that about 22.4% of healthy persons also had these abnormalities.  

Why are the results from Buffalo different from Dr. Zamboni’s results? 
What do these results mean?

There are many possible reasons why these numbers are not as clear cut as Dr. Zamboni’s. Dr. Zivadinov mostly studied people with relapsing-remitting MS, while Dr. Zamboni looked at a mixed group of patients with relapsing-remitting, secondary progressive and primary progressive MS. 

If there are people with MS who do not have CCSVI, this could mean that CCSVI does not cause MS. It could also mean CCSVI develops because of MS, or that CCSVI causes MS in some people but not in others. This should come as no surprise. We already know that MS is a complex disease and that most people with risk factors (e.g. family members with MS, etc.) do not develop MS. To figure this out we need to do repeated testing in patients with MS to see if the venous abnormalities change. We also do not know what the finding of venous abnormalities means in people without MS. They may be at risk of developing MS, but it is more likely that these abnormalities can occur completely independently of MS.  

What is the next step?

There is a lot more work which needs to be done. Dr. Zivadinov is continuing his research study with another 500 people. Further details of his study will likely be presented at the April 2010 American Academy of Neurology Annual Meeting in Toronto, which we will also be attending.  

Many Canadian groups have applied for funding to perform their own studies. These new studies will try to address the question of whether CCSVI causes MS, or whether MS causes CCSVI, or whether a more complicated relationship exists. Right now we do not have the answers.

When will treatment be available?

Please remember: Dr. Zivadinov’s study did not involve treatment. His is the first large-scale study investigating the CCSVI theory. Before we can move into any kind of treatment, we need to understand the relationship between MS and CCSVI. 

At this time, we do not know if CCSVI causes MS, and we do not know if treating it will help. Until we know more about CCSVI, testing for CCSVI for an individual patient would not affect care. Therefore we will not be referring patients for testing or treatment until more information is available. 

We also do not know the best way to treat CCSVI. Some groups are looking at small trials of treating these venous abnormalities but we have to consider that most of our knowledge about opening up narrowed blood vessels and potentially holding them open with a stent is from work in arteries (e.g. in the heart). Veins have a very different structure and it will take some experimentation to find the safest, most effective approach if it turns out that treating CCSVI helps persons with MS.

What should I be doing for myself or my loved one?

The most challenging part of reporting early research findings is keeping them in context. We know from working with you that people with MS, and your families and friends, are proactive about seeking out the latest information about the disease. This is great, and we encourage you to continue to learn as much as you can. 

Unfortunately, sometimes this enthusiasm outstrips our ability to provide information and leaves people understandably frustrated. In the worst case, people can lose faith in their physicians and feel that they are no longer advocating for them. 

As hard as it is to hear right now, the best approach is to wait to see how things progress with research into CCSVI. Researchers here at HSC and around the world are continuing to study other aspects of MS. This is particularly important for the 43% of MS patients who did not have any evidence of CCSVI in Dr. Zivadinov’s study.  

Please know that we are following the CCSVI and other MS-related research very closely. We will continue to provide you with the best care possible. 

Where can I learn more?

The MS Society of Canada has additional frequently asked questions, as well as links to CCSVI in the news. Visit www.mssociety.ca/ccsvi
