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SWIMS News
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

New Year’s Progress Report
“The SWIMS Project will do
three things. It will enable us
to (1) understand what it is
like to have MS or CIS, (2)
improve the way that changes
in MS symptoms and disability
are measured—a vital step
forward for the testing of new
and emerging treatments for
MS, and (3) predict what will
happen to individuals with MS
over time” Prof John Zajicek,
Chief Investigator for SWIMS.

We would like to welcome
those of you who have
recently joined the project.
New participants have joined
from all over Devon and
Cornwall and we are delighted
that you have decided to take
part.
By the end of December 2012
over 1,600 people with MS or
CIS had consented to take part
(see below). Some of you have
been participating since 2004
and we thank you for your
huge contribution to date.

In this issue we have some
information about some new
questions to be included in our
booklets for a short period of
time; a summary of some other
research projects taking place
in Devon and Cornwall that
might interest you; and some
news about changes within the
SWIMS team.
If you have any feedback
about the content of the
newsletter or any issues you
would like to see covered then,
as always, please contact us.

Number of participants in the SWIMS Project
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SWIMS Questionnaire Booklets
We want to try some new ways of measuring MS

You may notice some changes to the SWIMS questionnaire booklets in the next few
months.
Recently, some new measurement scales (rating scales) have become available that may
prove more informative than the scales we have been using. To see if the new scales
really are useful for the SWIMS Project we need to try them out at the same time as the
old scales. This testing of the new scales will take place on a temporary basis over the
next few months.
If you are due a questionnaire booklet soon then you will find these new scales, called
‘NeuroQol’ scales, towards the back of your questionnaire booklet. They cover 5 pages
and take about 15 minutes to complete them all. If you feel able to complete them it
would be a great help to us — thank you for your time and effort.
Once we have tested the new scales we can decide whether or not to alter the booklets
permanently.
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Regional News
Investigating Falls in MS — a Summary of Results
Hilary Gunn, physiotherapist and lecturer at Plymouth
Local people with MS have reported that falling can affect their mobility, independence and
quality of life, and so a research project was developed by a physiotherapist to investigate such
falls. The aim of this study was to evaluate the risk factors for falling in a group of people with MS
who experienced some problems with balance and walking. This study was organised by a
physiotherapist based in Plymouth.
For the study 148 volunteers (each reporting problems with balance and walking) completed a
diary over three months to record any falls they had. Six hundred and seventy-two falls were
recorded. Seventy per cent of participants fell at least once during this time, with just over half of
the group falling twice or more. Sixty-two of the falls resulted in injuries.
As well as keeping a diary, the study participants attended an assessment with a physiotherapist
to see which factors might increase the risk of someone having a fall. Hilary’s team compared the
results of each participant’s assessment to the record of falls reported in their diary. Hilary found
that some factors were useful in predicting who would experience falling. These factors were:
how much people swayed when standing on foam, the degree of leg stiffness, and reaction speed
(using a mouse click task). Also, Hilary found that people in this group who fell were more likely
to report urinary incontinence than people who did not fall.
Many factors were not good predictors of whether or not people had a fall. These factors were:
type of MS, severity of MS, walking aid use and level of mobility. These findings are broadly in
agreement with similar previous studies.
Next steps
Hilary’s team have presented the study results to people with MS and to scientific audiences in
Plymouth and Hamburg. The study has been written up and submitted to a scientific journal for
publication. Hilary will provide a more detailed results summary to people who took part in the
study in the near future.
Future Research
In line with feedback from people with MS, Hilary’s team intend to develop this study further,
and she is currently in the process of applying for funding to do this. Hilary is keen to involve any
interested people in this project (both those affected by MS and health professionals). If you
would like more information about the project or are interested in being involved with future
work, please do not hesitate to contact Hilary on 01752 588825 or email her at
Hilary.gunn100@plymouth.ac.uk.
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Regional News
Advocacy help in South Devon

Sally Crozier

Teignbridge Citizens Advice Bureau has successfully
secured lottery finding for the next five years for the
continuation of the MS Advocacy project, specifically to
help local people affected by MS. Advocacy worker,
Sally Crozier, will be able to offer advice and support to
people living in Teignbridge and some areas of Torbay
and the South Hams.
Already, Sally has been invaluable at securing benefits
and advising those with MS on other matters.
Sally can provide help with:
 Benefits, including Disability Benefit


Employment issues



Healthcare and social care (access to services)



Housing



Debt



Family and personal issues (relating from ill-health or
caring responsibilities)
Consumer issues (access to goods and services)



Home visits can be arranged or appointments can be
made to see Sally at the Citizen Advice Bureau offices in
Newton Abbot.
Sally can be contacted at:
Teignbridge Citizen Advice Bureau
Newton Abbot Office
Bank House Centre
5B Bank Street
Newton Abbot
TQ12 2JL
www.teignbridgecab.org.uk
Phone: 01626 326 170
Email: msadvocacy@teignbridgecab.org.uk.
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Research Opportunities
We know that taking part in SWIMS already takes up some of your valuable time and
energy; however, we are letting you know about studies that are taking place in case you
are interested in participating in additional research.
Clinical Neurology Research Group, Plymouth University Peninsula School of Medicine and Dentistry

Clinical trials are the best way to compare different approaches to preventing and treating
illness and health problems. Health professionals and patients need the evidence from
trials to know which treatments work best.
There are many clinical trials taking place in this region for people with MS and we are
currently looking for:


People aged 18 - 58 who have had Secondary Progressive MS for at least two years and
feel that their disease has progressed in the past twelve months

or


People with Relapse Remitting MS aged 18-50 who are on a stable dose of Avonex or
Copaxone and have had at least one relapse attack in the past year.

The clinics will be held at either Derriford Hospital or the Tamar Science Park, Plymouth,
and travel expenses will be reimbursed. We cannot say whether you will be eligible to
take part until we have done various assessments with you but if you would like further
information about our studies, or you would like to register your interest in taking part in
clinical trials, please feel free to contact:
Marie Roy or Alison Anderson
Telephone: 01752 315222
Email plh-tr.N7Research@nhs.net
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Changes to the SWIMS Team
SWIMS was established as a research
project based at the Peninsula College of
Medicine and Dentistry, Plymouth
University.
Recent changes to the
structure of the College have led to some
changes for the SWIMS team.
As mentioned in our last newsletter,
SWIMS will continue to be based in
Plymouth as part of the “Plymouth
University Peninsula Schools of Medicine
and Dentistry” (PUPSMD).
SWIMS is associated with the Peninsula
Clinical Trials Unit (PenCTU) and in future
you may find that our newsletters and
letters will carry the PenCTU and PUPSMD
logos:

These changes will not affect the running
of the SWIMS Project at all. SWIMS
remains a study of MS in the whole of
Devon and Cornwall, and your
contribution to the project is equally
important to us, wherever you live within
the study area.
Wendy Ingram has been the
SWIMS Project Coordinator for
some time. Wendy will now be
working on some additional
studies, but will still be overseeing SWIMS
although
with
less
day–to-day
involvement.
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To help Wendy, Jeanette
Sanders will be taking over dayto-day management of the
project and will be able to reply
to any queries you may have.
Brian
Wainman
will
be
responsible for looking after all
of your data. Brian already
manages
other
research
databases at Plymouth University, and we
are pleased to have Brian on-board to
help prepare some of the SWIMS data for
analysis.
We have recently been able to appoint a
statistician, Alison Jeffrey,
to start
analysing some of the SWIMS data. Alison
is very experienced and hopes to be able
to start answering some of our questions
about how MS affects people and how we
can measure changes in order to help
assess how well treatments work.
Another experienced statistician, Hilary
Sanders, has been examining your
responses about relapses and what
impact they may be having upon daily life.
Some of you living in Plymouth
and Torbay may already have
met Dr Vicentui Apostu.
Vicentui is going to be using
the SWIMS data to try to ‘model’ the
progression of MS and look for factors
that will help to predict the likely course
of MS for an individual. He has recently
undertaken a large review of all the
published literature on MS progression
which we hope will be published soon.
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The SWIMS Project is currently funded by the Multiple Sclerosis Society of Great Britain,
and through the Peninsula Medical School Foundation (a charitable body established in
2002 to support research and education).

Thank you for completing your SWIMS questionnaire booklets

If you have any queries please do not hesitate to contact the SWIMS Team
SWIMS Project Coordinating Office
Room N16
ITTC Building
Tamar Science Park
Plymouth
PL6 8BX
Email: swimsproject@pms.ac.uk
Telephone: 0800 015 3430 (free from most landlines)
or 01752 315246
To visit our website go to www.pcmd.ac.uk/cnrg
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