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News

What’s the idea?
Chronic cerebro-spinal venous insufficiency (CCSVI)
is a theory proposed by Professor Paolo Zamboni, a
vascular surgeon at the University of Ferrara in Italy.
He suggests that an abnormal narrowing in veins
taking blood from the brain causes a build up of iron
which crosses the blood-brain barrier damaging cells
in the central nervous system.

What’s happened so far?
Prof Zamboni’s study found CCSVI in 95% of the 
65 participants with MS, but not in a control group 
of healthy people and people with other neurological
conditions.1

The first study to test this theory, based at the
University of Buffalo, released results in February
2010. Scans of 500 people, including 280 with MS,
showed CCSVI in 56.4% of the people with MS but
also in 22.4% of the healthy controls.2 Full results
were reported at the American Academy of Neurology
meeting in April and further phases are ongoing.  

Whilst the prevalence of CCSVI is not as clear cut as in
the original findings, the implications of the higher
prevalence in people with MS requires further
exploration. An international panel of neurologists,
vascular surgeons and radiographers has been formed
to review applications for funding for further studies.

Prof Zamboni has proposed that CCSVI can be
treated with surgery. His review of 35 people with
relapsing remitting MS found that 50% had no
relapses in the year following surgery, compared to
27% in the period before undergoing the procedure.
Results from 30 people with progressive forms of 
MS showed no significant change in cognitive and
motor function.3

What do the experts say? 
Prof Neil Scolding, Burden Professor of Clinical
Neurosciences, Bristol and a trustee of the MS Trust, said,
“The tissue changes seen under a microscope in MS do
not suggest diseased veins and the effects of immune
treatments would also be difficult to explain on this basis.
Nonetheless it is quite right that further scientific testing is
done to pursue these claims carefully.”

Dr Robert Zivadinov, leader of the Buffalo study, said,
“We are three to five years away from the possible
treatment options. Even with Prof Zamboni’s paper
there was very little improvement in patients and it
calls for caution - a reasonable approach.”4

Is treatment available?
Some centres have begun to offer scanning and
surgical treatment for CCSVI.  Anecdotally, there are
indications of initial improvements but in a number of
cases symptoms and CCSVI seem to return and
some people have had further operations.

What are the risks of treatment?
In March, Stanford Medical Center suspended
surgery after two people developed serious
complications. A death from a brain haemorrhage,
whilst not directly linked to the surgery, led to
concerns about adequate evaluation of risks. A
second person required open heart surgery after a
jugular vein stent dislodged.

Although these are the first complications to be
reported, Dr Jeffrey Dunn, associate director of
Stanford’s MS Center, warned, “Patients remain
insufficiently aware of the active and serious risks.”4

What’s the MS Trust view?
CCSVI needs further research and we would urge
caution when considering investing in treatment that
is based on as yet incomplete evidence. However,
undergoing any treatment has to be a matter of
personal choice, having weighed up the benefits and
risks. If considering surgery, ask key questions such
as, what will the surgery achieve and how can this be
demonstrated; what is the experience of the surgeon;
will more operations be necessary; and what level of
support is available should there be complications?
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Specialist nurses can save
NHS money
The Royal College of Nursing (RCN) has published a
report that suggests the NHS could save money by
investing in specialist nurses. The RCN surveyed
almost 300 specialist nurses working in different
conditions and settings. Amongst other findings it
estimates that millions of pounds could be saved by
treating MS relapses at home rather than in hospital.

The MS Trust has campaigned for specialist nurses
for MS since the 1990s and was instrumental in
saving a number of posts in the NHS’s financial
crisis in 2006 through support to nurses and direct
contact with NHS Trusts. 

The RCN report echoes research funded by the MS
Trust in 2001 that found that by offering a more
responsive and focussed service to people with MS,
an MS nurse could lead to savings of £64,000 a
year in hospital admissions alone.1

Further research looked at the treatment of a
relapse with steroids by a specialist nurse in the
individual’s home rather than in hospital. This found
that the cost of the service was at least the same
and often cheaper when delivered at home than
when in hospital.2 A French study applied this
research over a larger area and reported
considerable savings.3
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Assisted suicide 
guidelines issued
The Director of Public Prosecutions has issued 
new guidelines on prosecution for someone
assisting a suicide.

The guidelines follow the ruling by the law lords on
a campaign mounted by Debbie Purdy, who has

MS, to clarify the law. She and her husband wanted
to know under what circumstances he would be
prosecuted if he helped her travel abroad to die.

Following several months of public consultation, the new
guidelines centre on whether the individual has made a
voluntary, clear and informed decision and whether the
assistor was wholly motivated by compassion and does
not stand to gain from the death.

The announcement is not a change in law and
assisted suicide remains illegal with a prison sentence
of up to 14 years.  The new guidelines indicate where
the DPP would exercise discretion in applying the law.

Fingolimod granted priority
review in the States
The Food and Drug Administration (FDA), the
licensing body in the USA, has granted priority review
to fingolimod (brand name Gilenia), a new oral
treatment for relapsing remitting MS.  A priority review
of a licence application is granted to medicines with
high unmet need or in areas with inadequate available
treatments and means that the review time will be
reduced from ten months to six months.

An application for a licence was submitted to the
regulators in Europe in December 2009.  The
European review process is not affected by the
American announcement and a decision is not
expected before 2011.

Order the MS Trust’s Fingolimod factsheet on the
back page

Fampridine launched in USA
Fampridine (Ampyra), a new oral drug that improves
walking in people with MS, was launched in the USA in
March. Research conducted by the manufacturer,
Acorda, showed improvements in the time needed to
complete a 25-foot walking exercise.  In granting its
approval of the drug, the FDA warned that fampridine
can cause seizures when given at higher-than-
recommended doses. It should also not be used by
people with kidney disease. Fampridine was submitted
for a licence application in Europe in January 2010, and
a decision is not expected before 2011.


