How new MS drug trialled in Swansea is transforming lives
Tuesday, 11 September 2018 
A new drug clinically trialled in Swansea is offering hope to people with the chronic lifelong condition multiple sclerosis.
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People like Allyn Hawkes, who lives near Neath and was left struggling to walk and sometimes could not dress himself.
 
And like Swansea mum Vicky Hobbs, who was also unable to walk any distance and was off work for six months.
 
Both say the drug, ocrelizumab, has had a transformational effect since they took part in the clinical trials.
 
(L-r): consultant neurologist Dr Gillian Ingram; consultant neuro-radiologist Dr Shaheena Sadiq; consultant neurologist Dr Owen Pearson; Vicky Hobbs; consultant neurologist Dr Chris Rickards; Allyn Hawkes; and CRU nurses Jane Griffiths, Chris Jones and Alex McHale.

In June, NICE, the National Institute for Health and Care Excellence, published draft guidance recommending the use of ocrelizumab to treat relapsing-remitting MS in adults.
 
This followed a series of international, multi-centre trials which started in 2012. Swansea was the only participating Welsh centre and was also the UK’s leading recruiter with around 20 patients taking part.
 
Ocrelizumab slows the effects of multiple sclerosis – a chronic, lifelong condition that affects the brain and spinal cord.
 
It causes the body’s immune system to attack myelin, which is the coating that protects the nerves in the central nervous system.
 
That damages the myelin and strips it off the nerve fibres, either slightly or completely, leaving scars know as lesions or plaques.
 
They disrupt messages travelling along the nerve fibres, causing them to slow down, become distorted or not get through at all.
 
[image: MS drug Owen Pearson]Symptoms vary from person to person. They can include fatigue, difficulty walking, problems with vision, bladder control, balance and co-ordination, muscle stiffness and spasms. Thinking, learning and planning can also be affected.
 
Although there is no cure, a number of treatments can help control the condition.
 
Morriston Hospital-based consultant neurologist Dr Owen Pearson (pictured right) said: “MS is a disease of young adults.
 
“It affects people in their 20s to 40s and it has a devastating impact on their ability to work and care for their families.
 
“MS impacts on pretty much everything you do. It impacts on your cognition, the function of your arms and legs, it impairs walking, it may affect your vision.
 
“Any neurological function you can think of is potentially affected by MS.”
 
Up to 90 per cent of people diagnosed with MS have the relapsing-remitting form.
 
This is characterised by periods of remission when symptoms are mild or disappear, followed by relapses.
 
Clinical trials have shown that ocrelizumab reduces relapses and slows the progression of disability.
 
Almost 20 people were recruited for the Swansea arm of the trials, which centred on the Joint Clinical Research Facility run in partnership by ABMU Health Board and Swansea University.
 
Dr Pearson, lead researcher for Swansea, said there were side-effects to the existing treatments which for some could be very serious. But there were few such side-effects with ocrelizumab.
 
“They will no longer have to take tablets which inflame their gut. They will not have to inject themselves any more.
 
“They won’t run the risk of lowering their immune system too much and risking infections or developing other autoimmune conditions.
 
[image: MS drug Vicky Hobbs]“Instead, they can attend for a six-monthly infusion with very few side effects between infusions, although there remains a small risk of infection over the longer term.
 
“It’s going to give them a very effective treatment, which is very easy to tolerate and won’t interfere with their lives.”
 
Vicky (left) was diagnosed with MS in September 2011. “I’d gone to see Take That in Cardiff and I fainted.
 
“I was fine in the concert and the next day when I went to work.  I was sitting there and all of a sudden I couldn’t lift my arms.”
 
Vicky underwent a battery of tests before MS was confirmed.
 
“I was aged 39 with two children. I was off work for six months following the diagnosis. I couldn’t really walk anywhere. Then I started the drug in the January and I’ve been on it ever since.
 
“I haven’t had a relapse since. I’m still working full time. I do get tired and then my walking isn’t good. Apart from that I’m fine.”
 
Allyn, from Crynant in the Dulais Valley, knew something was wrong when he woke up and his left arm was numb.
 
The numbness quickly spread as the day went on. Allyn, a machinery driver at the time, was diagnosed with MS in September 2012.
 
“I was having relapses, I was having time off work, I couldn’t walk. I couldn’t dress myself sometimes.
 
“I could see a life like this ahead, and I was panicking.
 
“I was put on two different medications but neither of them worked. Then Dr Pearson told me about this drug.
 
[image: MS drug Allyn Hawkes]“I was a bit apprehensive at first because of the possible side effects, but my wife persuaded me to go on it.
 
“That was two years ago and it was the best thing I’ve ever done. I haven’t had a relapse since.”
 
[bookmark: _GoBack]Recently, Crynant Rugby Club did a sponsored Monopoly walk around London, raising £5,100 for the MS Society Wales.
 
It was 21 miles long and Allyn (right), who now works as an operational delivery team supervisor with Natural Resources Wales managed to complete the first six stops, covering a distance of around 2.5 miles.
 
Ocrelizumab has made such a difference to his life, he said, that when the news came through about the NICE guidance, his wife Sue cried.
 
“This being approved means everything to me, to my family life and to my being able to continue working. I can’t do everything I used to do but as long as I’m careful I can do most things.”
 
Source: Abertawe Bro Morgannwg University Health Board 
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