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SWIMS News 17
The South West Impact of MS Project: a long-term study of the impact of
MS and CIS on those living with these conditions in Devon and Cornwall

The very first SWIMS questionnaire booklet was received in
the SWIMS office on the 10th September 2004! The first
person to join SWIMS is still taking part and over the next few
months many more people will be completing their tenth
year as a SWIMS participant. From the information we have
collected so far, it is clear that our understanding of MS is
improving as more long term data is collected.
Since 2004 over 1700 people have joined the SWIMS project and, although
some have since decided that the study is not for them, everyone has
contributed to create the amazing resource we now have in SWIMS.
Thank you to EVERYONE who has taken part.
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The last 10 years in MS research, and what might happen
in the next 10?
“Supposing is good, but finding out is better” - Mark Twain.
As I look back over the first 10 years of the SWIMS project, I
remain amazed and humbled by the dedication shown by
everyone taking part. It’s been clear to me for some time that the
answers about the causes and treatments for MS lie mostly in
studying people affected by MS, and in not “supposing” anything.
The unpredictability of the course of MS means that we need to gain as much
information as possible about how it behaves over time, from as many people
as possible. This is what SWIMS is all about – understanding MS from the
perspective of people affected by it.
The last 10 years have produced more forward progress in MS research, but
also some setbacks. We’ve seen the introduction of several new treatments for
relapsing-remitting MS, but had some disappointments about treatments for
progressive disease. We’ve had wonderful world-wide collaboration in genetic
studies, which have identified over 100 genes contributing to the inherited
likelihood of getting MS, but great disappointment in trying to obtain funding to
prove whether low levels of vitamin D are a major treatable risk factor for MS.
We seem to be seeing less severe MS, but overall a greater occurrence of it,
especially amongst women. We still don’t have good treatments for fatigue,
and other symptoms such as tremor, balance disturbance and memory
problems. On the other hand, we’ve now got better treatments for muscle
stiffness and walking (if we are allowed to use them by NICE and the local purse
holders – sometimes nothing much changes!).
One of the best pieces of news I’ve heard over recent months has been the
work coming from the partnership between the James Lind Alliance and the MS
Society (see the UK MS Society website section about setting research
priorities). This work has highlighted the top 10 questions identified by people
with MS, many of which we’ve been trying to get funding to investigate over
the last 10 years. Hopefully this will stimulate the funders to realise that clinical
research is fundamental, and by creating the opportunity for everyone with MS
to take part in clinical studies, we should make major advances in the next few
years.
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I am confident that the next 10 years will herald many new breakthroughs. I
expect that we will start to get evidence for treatments that can help
progressive MS, but only if we can measure it properly (another reason for
continuing with SWIMS). If we can really understand what people mean by
symptoms such as fatigue, then we will be able to test new treatments, and
improve care.
One of the buzz phrases in medical research is “stratified medicine”, or
“personalised medicine”. This is trying to direct the best treatment to the
individual, with the most benefit and fewest side effects. Examples of this type
of approach have come from cancer research, where it is possible to carefully
examine cancer tissue, and genes from people with cancer, in order to decide
whether particular treatments are likely to work for that person. There is little
point in spending thousands of pounds on treating someone if the drug isn’t
going to help, and may be associated with unacceptable side effects. If we use
this approach in MS, we will first have to increase the amount we spend on
studying people with MS, using the latest technology and monitor more people
over longer periods of time. This relies on commitment from everyone –
people with MS, their carers, doctors, nurses, GPs, research funders and the
pharmaceutical companies. Only if people work together, and embrace new
methods, will we make the necessary advances to really have a continuing
impact on treatments in MS. This requires three things: leadership, true
partnership and good communication to spread the word about what is
needed, so that funding follows. All this needs to be done in an NHS system
that is becoming increasingly threatened by cutbacks and privatisation. As we
approach the final year of this government, I would like to encourage everyone
reading this to get behind fighting for more resource, both for NHS services and
MS research. Maybe then we’ll be able to do less supposing and more finding
out.
John Zajicek, September 2014
Some of the developments that have taken place since SWIMS began:
2 genes
confirmed
to be linked
to MS

Sativex
licensed
in UK

Stem cell trials
announced in
UK
First oral DMT

Research
starts using
nanoparticles
to prevent
myelin attack
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MS: Past, Present and Future
We asked our colleagues across the region to look back over the last ten years
and let us know what they felt had changed and also to look ahead to possible
advances in the next ten.
Amanda Grant and Helen Rutherford (MS Specialist Nurses,
Derriford) have seen an increase in the number of people
being diagnosed with MS over the last decade, which has of
course increased the demand for neurology services. Within
the health service, provision of specialist services has been
expanded - for example the number of physiotherapy clinics
has increased. At the same time, various support groups
have been created outside of the NHS to provide help such
as exercise classes and financial advice .
For those with relapsing forms of MS, the emergence of
disease modifying treatments has been a major
development in the last ten years. In future, Amanda and
Helen believe, we will see new trials for progressive MS and
also that treatments will increasingly be trialled in tablet
form—avoiding the need to undergo regular injections.
Ali Anderson and Marie Roy (Derriford MS Research Nurses) were encouraged
by the increased number of research trials for MS - these have more than
doubled in the past 2-3 years. They expect to be busy in the next few years as
more potential treatments are developed.
Nathan Vernon (Research Nurse, North Devon) was particularly
excited about the “PrevANZ” trial in Australia and New Zealand
which will conclude in 2017. The trial investigates whether taking
vitamin D supplements can prevent the onset of MS in people who
have only had a single episode of symptoms such as blurred vision or
limb weakness. It is currently estimated that up to 85% of people
reporting a single attack of symptoms will subsequently develop MS.
More details about this study can be found on the MS Research
Australia website at: http://www.msra.org.au/prevanz
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Carol Turner (MS Specialist Nurse, North Devon) felt that there
was more support and information for both nurses and people
with MS than 10 years ago. Whilst not everyone is eligible for the
disease modifying treatments that have emerged over the last
decade, the arrival of these treatments has resulted in more nurses
being appointed and trained in research and therapy availability.
Now both people with MS and health care providers have access to
multi-disciplinary teams to help with complex care and
rehabilitation in the community. Public awareness of MS has also
improved. For the future, Carol hopes to see more treatments for
progressive forms of MS soon.
Julie Collingbourne (MS Specialist Nurse, Cornwall) was one of the first MS
Specialist Nurses in the country, appointed in 1997 just as the first disease
modifying treatments were being made available. During her career Julie has
seen a change in emphasis away from palliative care to focus more on looking
for ways to keep people healthy: looking for new treatments to change the
course of the disease; establishing better disease management and therapies
for all; and increasing awareness amongst other health care providers about
how they can help people with MS. For example physiotherapists are now
regularly asked to see people with MS whereas ten years ago it would have
been unusual.
Although the drug advances have so far been limited to helping those with
relapsing remitting MS, trials are on the horizon for treatments to be used for
progressive forms of MS.
In an ideal world, Julie would like to see a dedicated centre for MS in Cornwall
where people could have all their MS management met under one roof - a
union of the NHS healthcare professionals with the current Merlin MS charityled centre!
Lou Jarrett (MS Specialist Nurse, Exeter) was especially pleased that over the
last few years there has been an increased focus on research that helps to
understand progressive MS and Lou is hopeful that there will be more trials for
progressive MS treatments in the region soon. Lou also felt that over the past
ten years, there has been a hugely important growth in support from charities,
which is available both to those with MS and to everyone else involved with
MS.
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Dr Tim Harrower, Consultant Neurologist, Royal Devon and Exeter Foundation
Trust Hospital
The modern neurologist caring for people with multiple sclerosis
has a very interesting dilemma. By this I mean that in the last ten
years the number of new treatments available has
revolutionised the way we now look at multiple sclerosis and the
dilemma is how to use these treatments optimally for each
individual patient.
When I first took up my consultant post as a neurologist there were a limited
number of treatment options for patients with multiple sclerosis. In the main,
treatments were only available to patients who had relapsing remitting multiple
sclerosis (RRMS) and fitted specific criteria. Treatments involved regular
injections of either Interferon or Copaxone. They were and remain very helpful,
as they are safe and can be used long term.
In the last 5 years and more specifically in the last few months, the situation has
changed and more options are now available for patients with relapsing
remitting MS:


We can now move away from the injectable agents and offer many drugs
as oral treatments, funded by the NHS, to those who have needle phobia
or experience problems with injections.



Two very strong disease modifying treatments (Tysabri and Alemtuzumab
/Campath) have become available. In essence, these drugs have
revolutionised the way we look at relapsing remitting multiple sclerosis we can effectively reduce the number of relapses, which will produce long
term benefits. However, both drugs are quite expensive and need to be
used with caution, as they do come with potentially serious side effects
and risks.
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The upshot is that the treatment options now provide real opportunities to deal
effectively with relapsing remitting forms of MS. The big areas of growth that
we anticipate in the near future are treatment options for patients with the
progressive form of the illness. There is now a great deal of emphasis on
finding treatments for this group. A number of trials are underway and we
hope to be able to offer therapy to those in the progressive phase of MS in the
future.
Some of the treatment options haven't been funded by NICE and are therefore
not available on the NHS, which is obviously of great disappointment to doctors
and patients. Prof. Hobart and I have made representations (and will continue
to make them) to local funding bodies to try to secure funding for these agents.
Increased treatment options in future will require us to make sure that funding
is available for the correct treatments for each individual, albeit in a climate of
financial austerity.
There is no doubt in my mind that this is an exciting time to be involved in
caring for people with multiple sclerosis as we finally have the opportunity to
make real changes to people’s lives and to their underlying multiple sclerosis.
It is clear though that we are only half way through this exciting time and I
anticipate more positive news for people with MS from research trials.
To maintain a cutting edge approach, centres in the South West are actively
engaged in research and remain ever so grateful to all the patients who have
contributed to these research endeavours and also for the feedback provided.
With the aid of our research-willing and active patients we are contributing to
the developing and good story of the treatment and management of MS.

Tim Harrower, September 2014
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Lynne Hughes, Vice President & Therapeutic Strategy Head, Quintiles
Lynne Hughes of Quintiles (a pharmaceutical company) has kindly
given us an overview of global changes in clinical trials in MS since
2004, when far fewer trials were happening. Increasing the
number of trials however, has required more study sites, staff and
of course willing participants - the current number of studies being
undertaken requires seven times as many participants as were
needed in 2004! So far, during 2014 over 170,000 people have
been involved in clinical studies of MS around the world.
In 2004 most participants were involved in studies which included some sort of
intervention (either a drug or procedure) whereas today the majority of
research participants are involved in observational studies; for example studies
that observe people on existing therapies, examine MRI scan results or collect
data in registers. These observational studies tend to need far larger numbers
of participants than interventional ones and in 2014, across the world, there
are still more interventional studies (235) than observational studies ( 91) being
run.
People participating in interventional studies in 2014 are less likely to be taking
a drug than participants in 2004 since more people are now involved in trials of
procedures such as those examining behavioural therapy, exercise regimes or
stem cell research. However, drug therapy studies have still increased from 39
studies in 2004 to 62 in 2014. The number of disease modifying treatments
(DMTs) currently being trialled has also increased and one new area of research
emerging since 2004 is the study of drugs to promote re-myelination (9 studies
worldwide in 2014).
Drug therapies being trialled
In 2004, the largest drug studies were for Betaferon (4,469 participants) and
Tysabri (3,825 participants). By 2014 new therapies had emerged and the
largest group of participants were taking the oral therapy Gilenya (21,793
people).
In 2004, most of the top ten drugs being trialled were available only via
injection or IV infusion. Six of these are now licensed and approved for use in
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the UK, although clinical trials continue to investigate the long-term usage and
other applications of many of these therapies.
Since 2004, oral therapies have become more widespread and this year we
have seen 31 oral drug therapies in clinical trial: ten that are designed to treat
symptoms and twenty-one potential disease modifying treatments.
Clinical Studies and MS type
Although most studies still focus on relapsing remitting MS (RRMS), there has
been a threefold increase in studies for those with primary progressive MS
(PPMS) since 2004 (see table below)
The percentage of all MS clinical studies in 2004 and 2014 recruiting each type of MS
MS Type

2004

2014

All MS types

41%

42%

Only RRMS

51%

40%

Only PPMS

4%

12%

Clinically Isolated Syndrome (CIS) &
Neuromyelitis Optica (NMO)

4%

4%

MS in children

0%

2%

The future of clinical trials in MS
Today there are more than 15 drug therapies on the world markets licensed
specifically for MS (14 disease modifying treatments and 1 aimed at improving
walking speed) and Quintiles expects this to increase to 19 MS specific drug
therapies by 2019. Across the world, more individuals have the option to
participate in clinical trials; all sub-types of MS are now being targeted and
some individuals may find they are asked to consider several potential trials.
Individuals wishing to participate in trials should select those studies which,
potentially, offer them the best chances of a viable therapy. The future for MS
patients is looking increasingly optimistic - personalised therapies, specific to
each individual’s disease, are now being considered due to the ever increasing
availability of treatment options.
(The SWIMS project has no association with Quintiles or any other pharmaceutical company but is grateful
to Lynne Hughes for giving her time to provide an interesting article for our newsletter.)
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SWIMS: 1,717 participants and 19,000 booklets in 10 years.
Swims has recruited 1,717 participants from across
Devon and Cornwall since it started in 2004. Most
have been recruited via one of the five main clinics:
Plymouth (53%), Torbay (19%), Truro (16%), and
Exeter and Barnstaple (11% combined).
Most participants have MS although 8% joined the
project with CIS. Of those joining with CIS, 36% have
since been diagnosed with MS.
73% of SWIMS participants are female and the median age at joining was 49 years old.
Whilst the type of MS is not
known for all participants, the
most commonly reported type is
Relapsing Remitting MS (42%),
18% have Primary Progressive MS,
16% have Secondary Progressive
MS, 5% a combination of possible
MS types, 3% Benign MS and for
the other participants the MS type
is not clear.
The majority of SWIMS participants (75%) prefer postal booklets although one quarter opt
to complete questionnaires online. In general, when compared to those completing paper
booklets, the online group includes a slightly increased proportion of males, younger
participants and a higher proportion of participants joining SWIMS with RRMS.
We have sent over 19,000 booklets out over the last 10 years and had
almost 84% of them returned!
199 participants have provided data since SWIMS’ very first year and
will be completing their 10th year as a SWIMS participant in 2014!
SWIMS participants are not only excellent at returning booklets—they
also have amazing rates of completing individual sections or questions
within each booklet. SWIMS booklets are more fully completed than
those in other major studies of MS.
The phenomenal amount of information collected by SWIMS is testament to the
determination and commitment of the participants. THANK YOU.
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The MS Society in the last 10 years
The MS Society was founded by Richard and Mary Cave in December 1953 and has since
become the leading UK charity for MS. Currently the MS society represents 38,000
members and supports 280 volunteer-run branches across the UK.
Some of the highlights for the MS Society in the last ten years have been:
2005 - The Society awards £1,428,674 to the Cambridge Centre for Myelin Repair.
2007 - Launch of the Symptom Relief Research Initiative to raise awareness and fund
research into symptom management for people with MS.
2008 - Society invests over £7 million into new MS research – the largest investment to
date.
2008 - Research investment includes over £2.5m in a state-of-the-art 3-Tesla MRI scanner
at the National Hospital for Neurology and Neurosurgery in London. The scanner is
dedicated solely to MS research.
2009 - Launch of the first project into childhood MS in the UK in partnership with the
children’s charity Action Medical Research.
2009 MS Society funded research into vitamin D shows a direct link between vitamin D and
a gene linked with MS.
2010 - MS Society partners with UK Stem Cell Foundation to fund up to £1 million worth of
stem cell research.
2010 - MS Society-funded research breakthrough shows that damage to myelin can
be reversed using stem cells.
2011 - Launch of the first ever MS Register to measure the impact of MS.
The MS Society now provides £1.5 million of grants each year to support people with MS.
For example grants have been used for mobility aids, home adaptations, transport and to
enable carers to get respite or a short break.
The MS helpline receives 15,000 enquiries a year from people affected by MS and supports
over 850 local Volunteer Support Officers.
To date, over £148 million has been invested by the MS Society in MS research. SWIMS
has been one of the many projects funded by the MS Society and we would like to take this
opportunity to thank them for their faith is us and to thank all those who have raised funds
to support research into MS.
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MS Society announces new research into Progressive MS
In September this year, the MS Society announced funding for 22 new research
projects aimed at developing successful treatments for people with progressive MS.
This has been made possible by collaborating with other MS charities around the
world to form a group called the ‘Progressive MS Alliance’ which hopes to fund
larger research projects, avoid duplication and ultimately get results quicker.
The Alliance has agreed four priority areas for research:
 Better understanding of progression
 Designing shorter, faster trials to reduce the time taken for approval of new
treatments
 Conducting trials to test potential drugs and treatments
 Developing and evaluating new therapies to manage symptoms
Four of the twenty-two new projects are based in the UK and will focus on:
Cellular biology1: Don Mahad at the University of Edinburgh will look
at whether the loss of myelin also damages mitochondria—the “energy
producing factories” inside cells.

The genetics of progression2: Stephen Sawcer at the University of
Cambridge will compare the genes of those most severely affected by
MS with the genes of those with benign MS.

Improving eyesight, walking and balance in progressive
MS3: Jonathan Marsden at Plymouth University will study the benefits
of eye training (more information will be available in January 2015).

Developing new technology to understand the effects of
progressive MS4: Paul Matthews at Imperial College London will
investigate wearable technology to monitor movement.
More information about these projects and ones based abroad can be found on the MS
Society website:
http://www.mssociety.org.uk/ms-research/projects/progressive-ms/pmsa
And the Progressive MS Alliance website:
http://www.progressivemsalliance.org/
Photos: 1. Wellcome Library, London 2. By Apers0n [Public domain or Public domain], via Wikimedia Commons 3. By inma [CC -BY-SA-4.0 (http://creativecommons.org/licenses/
by-sa/4.0)], via Wikimedia Commons 4. CSIRO [CC-BY-3.0 (http://creativecommons.org/licenses/by/3.0)], via Wikimedia Commons
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Research Trials with the MS Team at Exeter
Hello from the Royal Devon and Exeter (RD&E) Hospital MS Research Team! As you may
know, the RD&E is encouraging all patients to consider taking part in research trials. We
are delighted to have a full range of studies looking at new drugs for those with relapsing
remitting, secondary progressive and shortly, we hope, primary progressive MS. Some
studies are just questionnaires, others are observational and some involve taking drugs.
Our active, enthusiastic and dedicated team is led by Dr Timothy Harrower
(left), Sarah Irvine is our Senior Research Nurse and Gail Hayes completes the
team. We all work closely with Lou Jarrett, our Clinical Nurse Specialist, to
make sure patients get the best possible treatment available for them.
We are currently running studies involving:
 the new oral medication Tecfidera (Dimethyl Fumarate)
 the long-term effects of taking some therapies, such as Tysabri and Fingolimod
 the GAMS project which looks at genetics factors that are important in MS and

involves a single blood test
We also hope soon to start a study looking at the long-term efficacy of Fampridine.
We would like to thank all who have participated; through their commitment, which
sometimes involves several appointments, we have always achieved high quality results!
If anyone is interested in registering an interest in taking part in research or would like
more information please do not hesitate to contact Sarah Irvine on 01392 406979

Research Trials with the MS Team at Derriford
Research nurses Marie Roy and Ali Anderson at Derriford are currently
recruiting people with both RRMS and Progressive MS for trials and would
welcome enquiries from anyone interested.
Marie and Ali are always keen to hear from people interested in taking part in
local MS research and, with permission, will keep a record of those who might
be interested. This allows them to quickly identify those who would like to be
notified about new trials recruiting people with MS.
If you are interested in taking part in trials at Derriford please contact Marie:




Telephone: 01752 431247
Email: plh-tr.N7Research@nhs.net
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SWIMS findings presented at local conference.

In September 2014 some of the work that SWIMS
statisticians have done on the information collected so far
by SWIMS was presented at the Plymouth Hospitals NHS
Trust Research Conference.
We looked at how individual responses to the questions in the Multiple
Sclerosis Impact Scale part of the questionnaire booklets changed over time.
There is a lot of variability over time both for individuals and between different
people. This reflects the complex disease course and variation in symptom
burden and the effect of relapses and disease modifying treatments.
Understanding this variability is key to developing methods that help people
understand what is likely to happen with or without therapeutic treatment.
Improved understanding of how MS varies will also help the design of clinical
trials by providing information that allows changes seen in a trial to be
compared to those expected to occur anyway.
The findings show that we still need to keep collecting data so that we can find
out how much variability is caused by the different types of MS, how much
change is expected over time and how treatments and therapies impact on MS.
We have collected an amazing amount of information and many people have
already contributed to SWIMS for a long period of time, yet it is clear that to be
able to separate out clear patterns that help to explain the characteristics of
those people with the poorer diagnoses, we need to keep collecting long term
information. Because MS has so many possible effects, every booklet we
receive really does help - even if individuals feel that they cannot answer every
question.

SWIMS Project , Room N16, ITTC Building, Plymouth Science Park, Plymouth, PL6 8BX
Telephone: 0800 015 3430 (free from most landlines) or 01752 315246
email: swimsproject@plymouth.ac.uk
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