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Welcome to our latest SWIMS newsletter!
In this issue we have an update on plans for the future of SWIMS (page 3) and
some great news about an “MS Information Day” on Saturday 14th January in
Cornwall (details on page 5).
We also have some news about 2 local studies, seeking to recruit people with
progressive MS, that will aim to improve people’s balance. If you are
interested please contact the teams as they would love to hear from you.
There will also be the opportunity to meet them at Cornwall's MS information
Day.
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Christmas Brainteasers
As this newsletter is so close to the Christmas Holidays we have a few fun brainteasers for
those who like a festive challenge—just for fun.

Can you name the Christmas song or carol from the picture clues?
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How many words can you make out of
Merry Christmas?
(plurals are allowed)

Can you work out these Christmas anagrams?
Travel and Dance (2 words)
Wean again Mary (4 words)
He's Fat, Smart, Rich (2 words)

Rich Star Meets (2 words)
Vicars Themes (2 words)
Let in Things (2 words)

Red Ernie (1 word)
Spice in 'em (2 words)
Scathing mud drips (2 words)

See the last page of our newsletter for some of the answers—we’ll put our list of words from “Merry
Christmas” on the SWIMS website in the New Year.
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The future of SWIMS
From April 2017 the MS Society will no longer fund SWIMS, having decided to focus on
other areas of MS research. In order to still collect the data we need quickly and
efficiently we are looking carefully at ways to fund SWIMS.
Option 1: Merge with the UK MS Register
As most SWIMS participants know, we have been looking at how the UK MS Register could
help us collect and manage SWIMS data.
SWIMS could become a unique part of the Register, open only to people living in Devon
and Cornwall. We would keep SWIMS as a unique study with its own aims and goals but
the MS Register would provide free data management and a new website with improved
online booklets. Participants would join both studies. Information would be shared so
that people would not be asked similar questions by two different projects. Sharing
information would also create a much bigger dataset for SWIMS to use, but many SWIMS
participants appear to be torn between:
(1) wanting all MS research data shared in order to speed up the research process, avoid
repeating studies and help people with MS; and
(2) the desire to control when data is shared as they have concerns about the potential
misuse, theft or loss of personal data.
Earlier this year the local Research Ethics Committee approved the merger plans. We have
not yet put this in place as the merger would not include any funds to cover the costs of
the Plymouth team providing postal questionnaire booklets and managing the Project.
Option 2. Seek other funding, possibly from industry
Another possibility is to allow other researchers, including companies researching MS
treatments, to pay for anonymous datasets for research purposes i.e. data that cannot be
linked in any way to individuals but does contain useful information e.g. how many people
report each type of symptom over time, how fatigue levels relate to age or type of MS etc.
Any money received would be used to support the SWIMS project.
Option 3. Options 1 and 2 combined or partially combined
The MS Register could act simply as an archive—to look after our data and prepare the
anonymous datasets for use. In this case, we would not merge but just store and manage
the data via the Register. We would not share data and we would need to raise funds to
cover all the costs of running SWIMS.
Option 1 would reduce the funds we need to find to continue SWIMS. Data management
and online services would be provided free by the MS Register.
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The future of SWIMS
Whichever option we choose, we are dedicated to continuing to provide the paper
questionnaire booklets as well as online ones. Approximately two thirds of SWIMS
participants use paper booklets, so they are crucial to the long-term success of SWIMS.
SWIMS has now been going for 12 years, recruiting over 1,800 participants and collecting
over 20,000 questionnaire booklets. The dataset does contain many long term records of
MS and CIS but we still need more:





We need to be sure that the long term information includes the views of people of all
ages and with all types of MS.
We need to see if disease modifying treatments have changed people’s experiences.
We need to find out which questions in the booklets are most useful in detecting
changes in someone’s MS

We will use this information to model how different types of MS impact people and to
start to predict what will happen to them in the long term.
We hope that we will resolve the issues of funding SWIMS very soon and be able to let
you all know how we plan to take SWIMS into 2017 and beyond. If however you have any
queries about our plans or anything else to do with SWIMS please contact us:
Write to us at:
SWIMS Project ,
Room N16, ITTC Building 1,
Plymouth Science Park, Plymouth, PL6 8BX
Telephone us:
0800 015 3430 (free from most landlines)
or
01752 315246 (direct)

Email us at:

swimsproject@plymouth.ac.uk

Our website contains copies of all our newsletters and also general information about the
SWIMS Project
http://research.psmd.plymouth.ac.uk/cnrg/swims.php
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MS SERVICE USER’S INFORMATION DAY
14 January 2017 Cornwall
The Merlin Centre, Bradbury House, Hewas Water, Cornwall
10 am to 3 pm
“Shaping future services by engaging with local research.”
This event is open to all and will provide the chance to talk with people
involved in local MS services and studies. Speakers include:
Dr Jenny Freeman - University Lecturer in Physiotherapy & Rehabilitation
Dr Hilary Gunn

- University Lecturer in Physiotherapy

Prof Jeremy Hobart - Consultant Neurologist
Tickets are fee and lunch is included but space is limited so please reserve a
seat to avoid disappointment

To find out more and reserve your seat please contact
Danielle Morby on 01752 587599
or email SUMSstudy@plymouth.ac.uk
The Merlin Centre is
just off the main A390
between St Austell and
Truro at Hewas Water.

Located behind
Andrew Toms garage
and adjacent to the
Pengelly Garden
Centre

SWIMS will also be at the information Day! Come and talk to us there!
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Standing at home with the help
of a standing frame:
is this a useful intervention for people with progressive
multiple sclerosis?
Do you find yourself spending much of your day sitting down, either because of
difficulties with your standing balance, or other issues such as weakness, spasms
or fatigue? All of these symptoms can make standing for any length of time very
challenging.
We are undertaking a study which involves people with progressive MS from across
the South West and East Anglia, to see whether using a standing frame at home
may help people with standing balance and walking difficulties improve their health
and well being. There are currently 42 participants involved in this study and we are
looking for another 28 volunteers living in the South West to participate in this study.
To be able to participate, you need to be able to pull up into standing or have
the agreement of someone at home that is happy to help you get into the standing
frame. If you live alone, self-fastening straps can be provided. For this study, we are
looking for people who at best, can walk up to 20m with 2 sticks, elbow crutches or
a walking frame. If you are not able to stand or walk this does not exclude you from
participating in this study. You just need to be able to keep the frame in your home
so that you can stand in it three times a week.
If you are interested in this study, or have any questions you would like to ask about
it, we would be keen to hear from you.
The Chief Investigator is Dr Jenny Freeman (Associate Professor in Physiotherapy
and Rehabilitation), and the Study Co-ordinator is Danielle Morby at Plymouth
University. Further information is available on:
01752 588835 or SUMSstudy@plymouth.ac.uk
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New Study for People with Secondary Progressive MS:

Balance Right in MS (BRiMS)
Falls are a significant issue for many people affected by secondary progressive
MS. We have worked alongside MS service users and professionals to develop a
new programme called BRiMS, which aims to help people improve their mobility
and manage falls using exercise and other activities.
This programme involves a mixture of individual and group based sessions led by a
physiotherapist.
We now need to assess the feasibility of this programme, and test ways to evaluate
it, before moving on to a large-scale, nationwide trial. People who take part in this
study will be randomly allocated to either the BRiMS programme in addition to their
usual care, or to continue with their usual care as normal. Alongside this they will
be assessed at a local health service centre, and asked to wear an activity monitor
for a week three times over a 25-week period.
We aim to recruit 60 people from two different areas in the UK (South West
England and Scotland). Recruitment will open from January to June 2017.
You are eligible to participate if you:
• Have secondary progressive MS
• Are experiencing mobility problems, but can walk at least 5 metres with
a walking aid
• Have fallen at least twice in the past 6 months.
If you would like more information about taking part in this study please
email the study team at: info@brims.org.uk
or telephone:

01752 588825

Further information is available from the study website www.brims.org.uk
This study is being run by Plymouth University in collaboration with Plymouth Hospitals NHS
Trust and Glasgow University, and is funded by the National Institute for Health Research Health
Technology Assessment Programme (Project number 14/176/12)
BRiMS Advert v1.0 18AUG2016 IRAS:199153
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Interested in taking part in other research in your region?
At the RD&E:

Contact Sarah Irvine
Telephone: 01392 406979

At Derriford:

Contact Amanda Holt
Telephone: 01752 431247 Email: plh-tr.N7Research@nhs.net
2 new studies are starting soon, looking at Disease Modifying Treatments and RRMS: one
involves taking a drug and the other will review participant medical records.
At other hospitals: ask your neurologist or MS nurse at your next visit .

Answers to our Christmas Brainteasers:
Songs and Carols:
1

2

3

Walking in a winter
wonderland

Jingle bells
5

6

O, come all ye
faithful

Rocking round
the Christmas tree

Frosty the
snowman

7

Silent night

9

4

8

Baby it's cold outside!

10

11

I saw three ships

Silver bells
12

I saw mama kissing
santa

Holy night

Away in the
manger

How many words from “Merry Christmas”?
We don’t have space to list them all but here are a few to get you started:
Are

Art

Ash

Came

Car

Cat

Chair

Charm

Chart

Chase Chat

Chest Chime Christ
Hair

Ham

Christmas Cram

Hammer Hare

Care

Carry

Cast

Cheat Cherry Chess

Cream Cries

Mercy Mite

Cart

Crime Cry

Mitre Sister Star

Anagrams:
Travel and Dance
Rich Star Meets

Advent Calendar
Christmas Tree

Spice in 'em
He's Fat, Smart, Rich

Mince Pies
Father Christmas

Red Ernie

Reindeer

Let in Things

Silent Night

Wean again Mary

Away in a manger

Scathing mud drips

Christmas Pudding

Vicars Themes

Christmas Eve
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