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Also in this newsletter!  Measuring balance and walking problems 
 

Based on your answers to questions about walking and balance we have started to 

develop a new measure.  This tool could be a much better way for clinical trials to 

measure changes in walking and now we need to test it against the existing 

measures. We will be sending the new questionnaire to some SWIMS participants 

in the next few months.  Find out more on page 7 
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SWIMS is becoming a sub-study within the UK MS Register! 

 

 

 

 

 

 

SWIMS is keeping its unique identity but in future we will be supported by the UK 

MS Register to collect information about how MS really affects people.   

For details of  what the change means for you, see page 2.  

 

COME TALK TO US 

To give everyone a chance to ask questions and find out about the changes, we are 

travelling around the region to talk to you - starting at an event 

about progressive MS on Thursday 29th June in Exeter (see 

page 6).   

Details of  all the events we are planning are on pages 4 and 5.   
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As most of you know, we have been working with the MS Society to find a way for SWIMS 

to continue now that the MS Society can no longer fund SWIMS.   We are now a separate 

“sub-study” within the UK MS Register. 
 

SWIMS is still unique, open to people living in Devon and Cornwall, with its own aims and 

goals: 

 

            SWIMS AIMS  

 1  Improve understanding of the impact of MS and changing symptom 

burdens over time;  

2  Identify which rating scales (parts of the SWIMS booklets) should be used in 

clinical trials to detect change in an individual’s MS; and  

3  Predict how an individual's MS will change over time and develop tools to 

help people have meaningful discussions about treatment options.  

 
 

The MS Register will provide free data management and eventually a new website with 

improved online booklets.  In return for this service, we will work together to analyse data 

collected by both projects.  This should mean we all will collect data much more quickly 

and efficiently. 

SWIMS participants will become members of the UK MS Register as well as SWIMS.  For 

people who are already in both projects this will mean that they only need to complete 

one set of questionnaires, instead of answering similar questions for two projects. 
  

What does the merger mean for me? 

In the next few weeks we will be sending information about the new conditions to SWIMS 

participants.  We are also going to be travelling around the region to give everyone the 

opportunity to talk to us.   

We have arranged a few large MS Information Days and invited other speakers to come 

along to make the meetings more useful and interesting.  We are also happy to arrange 

some smaller meetings if people would like this.  Pages 4 and 5 list places we hope to visit 

but let us know if you want us to visit somewhere nearer to you!  
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When we write to you, we will list the changes, why they are happening and explain what 

will happen if you don’t agree.   

It is your choice to agree or not.   

If you do agree, we need you to sign the new Consent Form.   

If you decide that you don’t wish to continue with SWIMS please do tell us so that you 

can tell us how you want us to treat the information you have already provided.  We won’t 

try to change your mind - we just want to find out what your wishes are.  If we don’t 

hear from you we don’t know why you haven’t replied!  You will, of course, always be very 

welcome at any of our Information Days or meetings. 
 

SUMMARY OF CHANGES 

1. During 2017-2018 we will work with the UK MS Register to develop a new database 

to store SWIMS data in Swansea.  This means that members of SWIMS and the UK 

MS Register will have access to some of your information  

2. When we analyse the information we may want to ask the NHS for other MS-related 

facts for some participant’s  e.g. 

       *ŘŀǘŜ ƻŦ ŘƛŀƎƴƻǎƛǎ        ϝǘȅǇŜ ƻŦ a{      ϝŀƴȅ ŀŘƳƛǎǎƛƻƴǎ ǘƻ ƘƻǎǇƛǘŀƭ ŦƻǊ ǊŜƭŀǇǎŜǎ 

To collect the correct information for each person we need to share some 

information with the NHS.  The UK MS Register will do this for us. 

3. We may work with other MS researchers and share data but we will make sure you 

can never be identified from the data being used. 

4. The UK MS Register will collect some clinical information from your neurology team 

(hospital) to add to its register of the number of people with MS of different types 

across the UK 

SWIMS  

UK  

MS 

REGISTER  
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MS Information Days about MS and SWIMS 
Larger Meetings 
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29 June 2017 EXETER 

Sandy Park 

2 pm - 5 pm Contact: Sarah Irvine 

(see below*) 

 This meeting will focus on research into Progressive MS and will be led by 

Dr Tim Harrower. 
 

8 July 2017 PLYMOUTH 

Plymouth Science Park 

10 am - 4 pm Contact: SWIMS 

 Professor Hobart will lead this meeting 
 

5 Aug 2017 NEWTON ABBOT 

tbc 

11am - 4 pm Contact: SWIMS 

 Professor Hobart will lead this meeting 
 

9 Sep 2017 BARNSTAPLE 

Roundswell Community Centre  

11 am - 4 pm Contact: SWIMS 

 Professor Hobart will lead this meeting 
 

tbc Near ST. AUSTELL 

 The Merlin Centre 

tbc Contact: SWIMS 

 Professor Hobart and Dr Mclean may lead this meeting 

tbc subject to demand -   St.Ives                      tbc  

Tell us if  you want a meeting in the St Ives area!                                                                       

Contact: SWIMS 

We will be at each of  the following events to explain the changes to SWIMS and to talk about 

how the MS Register works.  Please come and see us - we would love to meet you! 

There will be other speakers at these events, talking about MS topics e.g. diet, falls and brain 

health.  The events are free but please do let us know if  you are coming so we can arrange 

seating, refreshments and send you directions 

As the 1st Exeter meeting focuses on progressive MS we will also hold a smaller 2nd meeting 

later in the year just about SWIMS and the UK MS Register. 

*Contact details for further information: 

For Exeter in June, please contact Sarah Irvine         01392 406979     sarah.irvine@nhs.net 

(if Sarah is not available, call the SWIMS team.) 

For all other events please contact SWIMS         01752 315246Swimsproject@plymouth.ac.uk. 
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Smaller meetings: 
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 Hayle or St Ives 

Weekday or Saturday please suggest a venue! 

 Newquay 

Weekday or Saturday please suggest a venue! 

 Bude 

Weekday or Saturday possible venue: the Parkhouse Centre 

 Liskeard 

Weekday or Saturday possible venue: Liskerett Community rooms 

 Tavistock  

Fri morning or weekend or 

an evening 
possible venue: The Anchorage 

 Hatherleigh 

Weekday or Saturday possible venue: Hatherleigh Community Centre 

 Exeter 

Weekday or Saturday possible venue: Exeter Therapy Centre 

 Honiton 

Weekday or Saturday possible venue:  Methodist Church hall, Chapel Street 

 Paignton  

Weekday or Saturday possible venue:  Palace Avenue Methodist Church Hall 

 Kingsbridge 

Weekday or Saturday possible venue:  Kaleidoscope, 115 Fore St 

We will hire some smaller venues around the South West. We have suggested venues below and 

if  you would like to talk to us at one these places (or elsewhere) please let us know so that we 

can arrange some dates and times. 

These meetings will usually only be about SWIMS and the UIK MS Register but we will be able 

to offer refreshments and would love to meet you. 

If  you want to attend a meeting or know of  a better venue or want to suggest we visit your 

town, please contact    Jeanette Sanders  

 01752 315246   

email Swimsproject@plymouth.ac.uk. 
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We Would Like to Invite You to an  

Exeter Update on MS Research  
 

Hope on the Horizon for 
Progressive MS  

 

Thursday 29th June 

2-5pm 

Sandy Park Conference Centre 
Home of the Exeter Chiefs ð just off junction 30 M5 

 EX2 7NN  

 

 

 

 

 

 

 

 

 

 

Open to all including partners & carers 

 

So that we have some idea of the numbers for refreshments  

please let us know if you want to come - leave a message: 

Sarah Irvine 01392 406979 

 sarah.irvine@nhs.net  

mailto:sarah.irvine@nhs.net
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Using SWIMS Data: Improving measures of walking and balance  -     
a new tool 
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We have been looking at ways to improve how we measure balance and 

walking in SWIMS booklets.   

We want to develop a new and better measure, one that can be used by us 

in SWIMS booklets and by other researchers running clinical trials of  new 

treatments.  After fatigue, balance is the most commonly reported 

symptom by SWIMS participants - walking and muscle problems are also 

very common. 

To help develop a new measure, we need to test some new questions and then compare the 

answers to information we already hold.   

In the next few weeks, we will be sending out an 

extra SWIMS booklet to some SWIMS members - 

these will only be people who would not normally 

complete booklets for us in July because we don’t want 

to ask people to do two booklets at the same time.   

We will include an information sheet and make it 

clear that this new questionnaire is entirely optional 

and not part of  your routine SWIMS booklets. 

The questionnaire will ask about your balance and 

walking.  We will look at everyone’s responses to see if  

people had any difficulties with particular questions, 

ideas or wording.   

We would then like to invite some people who completed booklets, 

to join in discussions and possible re-testing of  the measures.  We 

will include a form with the original questionnaire so that you can 

tell us if  you would be interested in these talks.  We will only 

contact you if  you tell us you are interested. 

Eventually, when we think we have fully developed the new measures, we will ask all 

existing SWIMS members to complete the final version.  Once again, it will be made clear 

that the booklet is entirely optional and not part of  the routine SWIMS questionnaires. 

The whole process will take some time but at the end we hope to have a new set of  

questions that can clearly separate out people according to how much they are affected by 

poor balance and walking. 



8 

Contact the SWIMS TEAM: 

          SWIMS Project,  Room N16, ITTC Building 1,   

     Plymouth Science Park, Plymouth, PL6 8BX 

         0800 015 3430  (ŦǊŜŜ ŦǊƻƳ Ƴƻǎǘ ƭŀƴŘƭƛƴŜǎ)  

       01752 315246    

  Email us at:    swimsproject@plymouth.ac.uk 

 Website    http://research.psmd.plymouth.ac.uk/cnrg/swims.php 
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Look out for our letter with information about the changes to SWIMS 
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