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SWIMS News 19
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

In this issue we report on SWIMS activity over the last year and share some
exiting news about an “MS Update Day” on Saturday 19th March in Torquay,
which promises to be an interesting day with exciting speakers (full details on
page 8). We have some information about an important new campaign called
Brain Health: Time matters and also some guidance about help available for
those people applying for benefits. We finish with contact details for those
interested in other research happening in the region.
Since 2004 over 1,750 people have joined the SWIMS project and although
some have 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

In this issue:

1

Page 1

Page

Message from
Scotland

2

Brain Health

3

Future
Organisation of
SWIMS

4

Falls in MS

7

MS Update Day

8

Advice about
disability benefits

9

Getting involved in
other clinical
research

11

SWIMS News 19

Message from Scotland
Hello from snowy Scotland!
Most people may know that I have now left
sunny Devon to take up new challenges in
the University of St Andrews. The SWIMS
team keep pestering me for a photo in a kilt,
well they’ll have to wait a while longer!
I will try to maintain my role as Chief Investigator for SWIMS even though I’m a little
remote from Devon and Cornwall.
One of the benefits of moving to St Andrews is the expertise in mathematics and statistics
that exists here. I hope to be able to tap into that in order to help analyse the crucial
information that SWIMS is producing.
The major issue of the moment is how SWIMS can integrate with the UK MS Register. You
may know that the MS Society has funded the UK MS Register to nearly £2 million over the
last few years, and SWIMS has also been funded by the UK MS Society.
The Society has made it clear that they want to see integration of both projects in the
future, so we have been working towards that goal.
We’ve always known that the longer SWIMS goes on, the more important the information
generated will become. This is why it is so crucial for everyone to try and continue to fill in
the questionnaires every 6 months.
Our problem is how to keep SWIMS on track, whilst accommodating the aims of the UK MS
Register. We appreciate immensely the loyalty of people of Devon and Cornwall to the
SWIMS project, and will try not to jeopardise this loyalty in any way.
One of the major differences between the UK Register and SWIMS is that the Register is
only available on-line, whereas we know that most people helping with SWIMS prefer to
have the paper version of the questionnaires.
You can be assured that we will be working as hard as possible to try and maintain the
loyalty of our SWIMmers. I must express my thanks to the SWIMS Steering Committee,
and the patient representatives on this committee, for supplying invaluable input into how
we can navigate these choppy waters.
Keep up the good work!
John Zajicek
2

Page 2

SWIMS News 19

Brain Health—Time Matters in Multiple Sclerosis
Professor Jeremy Hobart has been a key member of an
international collaboration that launched a new MS initiative in
October 2015 called:
“Brain Health: Time Matters”
The initiative is trying to change health policy. The aim is to protect the brain health of
people with MS.
Unfortunately, we all lose brain volume over time. This leads to a loss of abilities – both
physical and mental - as we age but, people with MS lose brain volume faster than those
without MS, especially if the MS is active and untreated.
Professor Gavin Giovannoni, one of the report’s authors, summarised the concept of the
new campaign:
“It’s our responsibility to make sure that someone living with multiple sclerosis gets
to old age with a healthy brain, so they can withstand the ravages of ageing.”
The initiative aims to maximize the brain health of people with MS by:
1. Minimising delays in diagnosis and in time to treatment initiation as these can
cause irreversible brain damage and disability progression;
2. Setting goals for treatment and ongoing management that aim for the best
possible outcome for every person with MS. These include promoting general health
as well as specific anti-MS treatments;
3. Consult the most robust evidence base possible and generate further evidence in
order to make good decisions about therapeutic and management strategies for MS.
The brain health initiative aligns with SWIMS as you are all providing information on how
your MS affects you over time. These data will inform the initiative and we thank you for
your ongoing participation.
If you visit the brain health website
http://www.msbrainhealth.org/
you can get and read the full report. If you agree, you
can help get these recommendations implemented by
pledging your support for the report. This can be done
on the website.
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SWIMS of SWIMS:
Future Organisation
SWIMS and the MS Register - Your views
Last year we asked SWIMS participants for their views on proposals for SWIMS to work
with the UK MS Register in the future. We had a great response and lots of really helpful
comments and suggestions. Below is a summary of what SWIMS participants told us and
what could happen if we implemented the plans.
Over 90% were happy for data to be stored in a safe haven at Swansea University
Data would be on computer severs at Swansea University but still be controlled solely by
SWIMS. Online participants would see no change in the way they complete booklets.
97% were willing to allow the UK MS Register to manage the data
An employee of the Register would also work for SWIMS e.g. to produce reports of
questionnaires to be posted or summaries of data collected so far. Paper booklets would
still be sent out and collected by the team in Plymouth.
92% were willing to join the MS Register and 93% would allow linkage to other health
records
SWIMS could use the MS Register procedures to collect clinical data about MS direct from
hospitals and central NHS databases (HSCIC) that hold MRI and hospital visit data.
96% thought participants should be told about other research projects they could join
We would be able to tell people about research studies for which they are eligible.
94% were happy to have their study data shared with other researchers
We would share study data with people trying to understand MS. The data would not
include any information that could be used to identify any individual.
76% felt that data from people who have withdrawn should be treated in the same way
as information from current participants
Data from withdrawn participants could be linked to health records, anonymised and
shared with other researchers. Many participants felt this was not ethical if consent was
not obtained first.
19% would like to discuss the changes in a group but only 10% would attend a meeting
Many people assumed we meant a meeting in Plymouth. We are hoping to visit several
venues around Devon and Cornwall. If you have any suggestions please let us know!
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Future Organisation of SWIMS:
SWIMS and the MS Register - Why Change?
Many people asked questions about why SWIMS would want to merge with the MS
Register and how their own data might be kept safe. Some of these queries are answered
in this article but if you would like more detail we would be more than happy to talk to you.
We are still working on the plans and are happy to receive any suggestions.

Why change things? How does this help SWIMS?
Access to IT support
SWIMS does not have its own dedicated computer programmers to maintain the database
but if we work with the Register there would help available all the time.
The Register could build a new database for SWIMS, at no cost to SWIMS. We could fix
any problems with our online booklets or make changes, such as adding new medications
to lists, very quickly by working with the Register.
Access to new, secure ways to collect and link data
(a) Hospital Records
All SWIMS participants are asked to provide their date of diagnosis with MS, the type of MS
they have and details of any relapses and treatments. Many people cannot remember
these details and ask us to check their medical records. Unfortunately, the SWIMS team is
very small and we do not have the resources to check everyone’s hospital notes. To collect
the information we would have to take lists of participants to each hospital and look
through medical records.
A quicker and more secure method would be to collect this information
electronically from hospitals. The Register already does this for its own
participants. If SWIMS participants join the Register we would be able to
use the Register system to collect electronic data from hospitals or GPs.
(b) NHS data stored and maintained by the Health and Social Care Information Centre
(HSCIC)
Sometimes we lose contact with people. We would like to check
addresses with records held by the NHS for example in the Health
and Social Care Information Centre (HSCIC) databases.
The HSCIC also holds records of MRI scans and hospital admissions and could tell us if
someone has died so that we do not keep sending booklets to the family. They can also tell
us whether someone died from MS or another cause.
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Future Organisation of SWIMS: SWIMS and the MS Register continued
(c) Reducing the burden on joint participant and sharing data with the Register
Sometimes the Register and SWIMS collect data using the same sets of
questions. This is very frustrating for people in both projects and also means
that between us we have a large amount of data to help us understand MS.
If we merge, joint participants, who provide consent, will be asked to
complete the joint questions only once and both projects will share the information.
(d) Saving money
For sometime, we have been funded by the UK MS Society who also fund the MS Register.
One purposes of the Register is to help researchers collect information. If the Register
manage all our data collection the MS Society will save money—they would only pay once
for data management. No jobs would be lost in Plymouth as the people who manage the
SWIMS data also help other research projects.

How safe is it to share data?
The Register have very secure ways to share data collected by different researchers about
the same individuals: first, all identifiable information about a person is reduced to just four
details:
an

encrypted identifier for that person;

gender;
week/year
and

of birth; and

a residential area code that covers several thousand people.

The encrypted identifier allows records from different sources to be matched together e.g.
SWIMS with MRI scan data from the NHS but, no-one using the data can identify any one
individual. The identifiers are needed to link datasets but can be removed before the data
is analysed or shared.
Linking data will provide a larger amount of information and help us reach our goals earlier.

What happens now?
We are still working on the plans with the Register and want to ensure we work in a way
that benefits both SWIMS participants and the MS research community. We have
undertaken these discussions because we believe the changes could allow SWIMS data to
be stored in an extremely secure way and be used to benefit MS research without any risk
of re-identification or disclose of personal information.
We hope to finalise the plans soon and then contact all SWIMS participants again.
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Helping other research groups
As well as collecting information, SWIMS has been able to help other research groups. For
example, when someone wants to apply for funding for a new research idea, funders often
ask how many people with MS live in a particular region or how many specialists will be
required. SWIMS can often help to answer these questions and has already helped local
studies focusing on physiotherapy, mobility and falls in MS. Wherever possible we try to
report the findings of such studies in our newsletters.

Falls in MS
Dr Gunn, of the University of Plymouth, has been actively investigating
falls in people with MS.
During 2014, 15 people with MS and 19 professional staff came together
at workshops in Devon and Cornwall to try to develop a “falls
management programme,” specific to people with MS.
Participants highlighted the need for falls programmes to be developed expressly for
people with MS and agreed that any future falls programme should:



be led by skilled and qualified professional staff;



aim to decrease falls frequency whilst maintaining / increasing mobility;



provide easy access to widely publicised programmes;



have a mixed format — ideally some group sessions complemented by home based
exercise / activities;



take into account the common challenges people with MS have when attending
events e.g. occasional group sessions more feasible than regular weekly sessions; and



consider online or tele-rehabilitation resources in addition to one-to-one sessions.

The study highlighted the low levels of referrals and attendance at existing falls services by
people with MS. This was thought to be due to a current lack of suitable programmes
rather than a lack of need.
The priority now is to pilot and test a programme. Dr Gunn is applying for funding to take
the project forwards and we will keep you updated as the applications progress.
Anyone interested in more information is welcome to contact Hilary Gunn:
01752 588825

hilary.gunn100@plymouth.ac.uk
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Meet us at the:

MS UPDATE DAY 19 March 2016 Torquay .
The Grand Hotel, Torquay
Saturday 19 March 2016
9 am to 4.30 pm

We are really excited to have the opportunity to be at the MS Update Day in Torquay on
Saturday 19th March 2016.
The event has been organised by the local South Devon MS Society Branch and is open to
all.
The organisers have arranged an impressive range of talks including:
Alasdair Coles

Professor of Neuroimmunology at the University of Cambridge,
instrumental in the introduction of Campath for MS

Sally Crozier:

CAB specialist advisor, giving a talk on the change over from DLA to PIP

Djordje Gveric

Manager of the Multiple Sclerosis and Parkinson’s Tissue Bank

Neil Scolding

Neurologist, Professor and Director of the Bristol Institute of Clinical
Neurosciences

Nicki Ward

MS specialist nurse, Birmingham

Jeremy Hobart:

Neurologist, Professor of Clinical Neurology and Health Measurement
University of Plymouth

Lunch will be included in the ticket price of £10.
Tickets will be available in advance from
Chris Buckingham on 01626 332268.

We know that you will have lots to see and listen
to at the Update Day but we will also be available
to talk to anyone who is interested in the possible
changes to SWIMS in the near future and
anything else SWIMS-related!
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Advice about Disability Benefits:
Many people with MS have concerns about financial support. Two groups that can help
people in the South West are the Citizen’s Advice Bureau and Disability Cornwall. Both
have provided an article about their services for this newsletter.

Citizens’ Advice Bureau
As the new arrangements for disability benefits are being rolled out, it is increasingly
important that people affected by MS have access to appropriate advice during the
process. Some interviews for state benefits and services are conducted over the phone,
which can be very challenging and the forms are not easy to complete.
Ideally there should be a Citizens’ Advice Bureau (CAB) or other Disability Advice service in
all areas but in addition Exeter and South Devon branches of the MS Society have a formal
arrangement with their local CABs to provide a designated adviser for several hours a week
for people with MS.
As well as benefit advice, help can be provided with issues such as employment, debt and
housing. Feedback from those who have received support shows a real appreciation of
informed, impartial assistance.
To make an appointment:
in the Exeter area:

telephone 0845 602 7621

In the South Devon area:

telephone 01626 326 170
or email

msadvocacy@teignbridgecab.org.uk

Anyone not living in an area covered by the Exeter or South Devon CAB, should enquire at
their local CAB.
To explain some of the current processes, Sally Crozier, the designated adviser for the
South Devon area, is speaking at the MS Information Day, Grand Hotel Torquay, Saturday
March 19th. There is a really impressive line-up of speakers from clinical research and
specialist MS services at this event - to request more details or book a place contact South
Devon branch treasurer, Chris Buckingham, on 01626 332268 .
For more information about the South Devon Branch of the MS Society call
0845 602 0805
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Disability Cornwall & Isles of Scilly
A user-led charity to give a voice to all disabled people in
Cornwall irrespective of their particular impairment type.
The group will:

challenge discrimination and inequalities;

promote examples of good practice; and

provide representation on both local and national
issues
Trustees and staff celebrate Comic Relief
funding to support DIAL

Disability Cornwall offers a range of services to promote full
inclusion:

The Disability Information & Advice Line (DIAL)
Our Independent Living Advisers answer queries via the website or email, within 1 working
day if possible. Fact sheets are available on the website. Staff operate outreach events
(Liskeard, St Austell, Newquay and Hayle) and local talks about welfare entitlements.
The Special Educational Needs Disability Information Advice Support Service: SENDIASS
Supports children/young people with special educational needs and parents and carers.
Independent Living and Personal Budgets
Provide advice to those using Personal Budgets to manage their own care or support e.g. a
‘How to be a Good Employer Toolkit”; payroll advice; and help finding Personal Assistants.
The group can also manage Personal Budgets accounts on behalf of individuals if they wish.
Disseminating information and working with other organisations.
We promote events / opportunities and also help organisations access the views of people
with disabilities and those of carers. The group provides:

a range of information guides

a support service for carers

a reporting site for hate and mate crime

training and audit services for businesses and organisations
Supporting Access
Disability Cornwall has grants to place beach access wheelchairs on accessible beaches
around Cornwall. They also deliver the Orthotics Service on behalf of the NHS Kernow.
For further information, please contact:

Tel: 01736 759500
Email: advice@disabilitycornwall.org.uk
www.disabilitycornwall.org.uk
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New studies seeking recruits: Research Trials at Exeter
Dr Timothy Harrower and MS Specialist Nurse Sarah Irvine at the Royal
Devon and Exeter Hospital work closely with Lou Jarrett, Clinical Nurse
Specialist, to make sure patients get the best possible treatment
available for them.
The Exeter team would like to thank their patients for the time and energy they
have devoted to helping with research at all levels. A range of MS related
studies are currently looking for recruits and the team would be delighted to
hear from anyone interested in MS research at Exeter:
Telephone: 01392 406979

New studies seeking recruits: Research Trials at Derriford
Research nurses Marie Roy and Ali Anderson at Derriford are also
currently recruiting people to studies about MS.
Usually clinics are held at either Derriford Hospital or the Plymouth
Science Park (near the hospital) and travel expenses are reimbursed.
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 wish 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 TEAM CONTACT DETAILS

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

SWIMS is granted further funding by the MS Society
STOP PRESS!
We have received the fantastic news that the MS Society will continue to fund SWIMS staff
and data collection costs until the end of March 2017. This means that we can continue
the important job of collecting your opinions about how MS has affected you and increase
the amount of information available to meet SWIMS aims.
Thank you to the MS Society and all its supporters
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