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Intrepid pair Julina and Carole found a novel way to 
raise funds for MS Research.  Riding their bikes coast 
to coast from Cumbria to Whitby Bay on the Yorkshire 
coast they crossed some of the most wild and beautiful 

parts of the UK . 
They travelled via the 
famous Tan Hill Inn 
the highest pub in 
England at a height 
of 1732 feet above 
sea level! The Inn 
is currently starring 
in a TV advert for a 
well known windows 
company! 

They completed 
their trip in 4 days 
sometimes travelling 
in the dark to catch up 
on lost time. They did 
the ride for Julina’s 
Mum who has MS. We 
wish Julina’s mum all 
the very best and offer 
our HUGE thanks to 
Julina and Carole for 
their magnificent effort. The final sponsorship raised 
is not yet complete but currently stands at well over 
£1,000. If you would like to acknowledge their amazing 
effort you can do so by donating online at our web site 
(www.ms-research.org.uk) or by sending a cheque to 
MSRTE, 10 Oakwood Road, Henleaze, Bristol BS 9 4NR  

Julina and Carole - Ride for Research!

Next Month - Look out for information 
about Etta’s bike ride from London to 
Paris.

Etta’s husband has recently been diagnosed with MS. 
She is not the sort of person to sit around and do 
nothing! In June Etta will join a party of riders for a 
ride to Paris. She has already raised well over £600 
and we’d like to get her up to £1,000.  You can donate 

to support Etta via the web site for SKYLINE (www.
skylineevents.co.uk)
or directly to the address above. Thanks and good luck 
Etta!  We’ll bring you all the news about this event a 
in the next newsletter

If these riders have inspired you its not too late to 
participate the BRISTOL HALF MARATHON in 
September. We have just 3 places left!! For more 
information and places contact the MS Research 

Unit on 0117 928 6332 and we will send you joining 
information. Whether you are a serious runner or a virgin 
half marathon candidate with a charity place you can 
join the biggest Bristol event of the year!



Disability, disability, disability. Its all 
I ever think about these days. 
I’ve had MS for the past 13 years 
and although I am not “disabled”, 
the threat is always there. I’ve 
always worked on the basis of “I 
don’t care” and put my MS to the 
back of my mind. I remain active 
always, swimming 20 lengths every 
morning, running 10k races, sky 
diving, hang gliding, kick boxing, 
climbing….. the list is endless, 
all to put off the feeling of possible 
impending disability.

And I have never really been one 
for partaking in MS Groups or even 
socialising with people with MS. So 
when I, by chance, found the charity 
MS Research, (full name MS 
Research Training and Education) I 
saw a quite refreshing take on the 
disease. The thinking behind it being, 
well we can’t cure it right now, but 
we’ll do our damnedest to make sure the people with the 
disease get all the tools that they need to have the best 
possible - 99.9% functionality! 

I’ve always thought that if I ever end up in a wheelchair, 
I am going to have the biggest, fastest, turbo-boost 
wheelchair I can find to help me move as fast as I do 
now. How exciting that MSRTE are looking for ways to 

enable people with MS to do things better, more easily, 
using new techniques and technology to do so.

That’s why I have joined this dynamic charity in 2008 
and hope to make the South West aware of the work 
that they do, and all the benefits they can offer to MS.

What a pro-active and positive charity for 2008!

More about Sam

Sam Massey Joins the team! Sam gives us her personal view of MS.

Running for Research!
 

Lucy Garnham works for a prize winning law firm in 
Sheffield. She ran the Sheffield half marathon in 1 hour 
47 min and raised just under £600. Lucy is only 

too aware of the problems MS can cause from her 
own family experiences. Her father took the pictures 
of a triumphant Lucy having finished the run in a very 
respectable time indeed! Well done Lucy and thanks to 
you and ALL your supporters. 

Samantha Massey assists the MS Research Training 
and Education team with fundraising and promotional 
materials. Sam is originally from the private sector 
(computer industry) and during the past 2 years, has 
also worked with a few charities as an administrator and 
accounts manager. She moved down to the south west 
from London in May 2007 but is no stranger to the area 
having attended Bristol University in 1989.

She has had MS since 1995 and is still very active, 
working for a computer company in Bristol and also 
helps local MS charities. She is shortly launching a web 
site that will pull together information about all the 
relevant MS organisations in the region. Look out for 
announcements! 



Monitoring Activity In The Community 

Meeting at the Glasgow Caledonion University 

A very interesting meeting about monitoring activity 
in the community was held over two days in January 
at the Glasgow Caledonian University. It was a really 
useful opportunity for us all to share our expertise 
as many of us work with different patient groups or 
in health promotion. The Department of Health has 
clear concerns about the rise of obesity and associated 
illnesses and are funding studies to promote exercise. 
Activity monitors like those in the picture can be worn 
discreetly and record how much time a person spends, 
sitting, standing or walking and how many steps a 
person has taken during the course of a day. They are 
a good way of measuring the effectiveness of strategies 
aimed at getting the nation exercising more and are also 
a valuable way of helping us look at issues of mobility in 
MS. We are using these monitors as part of our fatigue 
study where participants are invited to wear them for a 
couple of days. This can tell us how active people are at 
different time points during the day.

These devices are set up to monitor walking. We are 
also interested to see if we can use them to monitor the 
effort put into wheeling a wheelchair by recording arm 
movements –we think this will be very helpful in seeing 
just how active wheelchair users need to be in order to 
maintain their usual social and work activities.

Activpal™ Professional

Angela Davies Smith. Research Physiotherapist

Research News

New Fatigue Management Study! 

Last autumn the MS Research Unit ran a fatigue 
management programme in conjunction with Poole 
and Southampton Universities. The course took place 
one morning a week for 6 weeks and looked at many 
different ways to help people with MS manage the 
difficult symptom of fatigue. It was very interactive and 
participants seemed to enjoy the weekly meetings. 

“I found the course extremely helpful as it gave me the 
opportunity to try different ways to manage my fatigue. 
I was already doing some of the things the course 
recommended but it pulled it all together for me and 
has made daily life easier to manage. I’d give it 10/10, 
it was very worthwhile”

The project has been funded by The MS Society to carry 
out a full trial on a larger scale. Anyone who may be 
interested in participating is welcome to contact me at 
the MS Research Unit. I will be happy to tell you more 
about the study and you can decide whether you think 
it’s for you or not.

Either leave a message for me on 0117 928 6332 or 
send me an e-mail angela.davies-smith@ubht.nhs.uk 
and I will get back to you.

Angela Davies Smith. Research Physiotherapist 

In the autumn newsletter we mentioned the new Xbus-
plus measurement system that we will use to measure 
arm movements and tremor. This state-of-the-art 

wireless movement measurement device kindly funded 
by CHK Charities can now be tested to get us a stage 
further towards controlling upper limb tremor and 
unwanted arm movements.  Approval for our study has 
just come through so we can start recruiting interested 
people to participate in this study.  If you find that your 
hand movements are clumsy, if you notice a tremor 
when you reach out to grasp something or that your 
arms seem to have a life of their own and won’t do what 
you want and if you are interested in this study and 
would like to know more do call us on 0117 928 6332 
or email Angela at angela.davies-smith@ubht.nhs.uk. 
The study will take place in the MS Unit at Bristol 
General Hospital over two visits. Times of visits can be 
arranged so that they are convenient to you.

Arms that won’t do what you want them to! 

All reasonable travel expenses for participating in our 
reasearch will be paid



Please note:

The registered business address of the charity is 
10, Oakwood Road, Henleaze, 
Bristol, BS9 4NR

Thanks to the Above and Beyond appeal

The MS Research Unit is very grateful to the UBHT “Above and Beyond Appeal” for the donation of funds to set up a patient area
for information and discussion in the new MS Unit, and also to MSRTE for their continued support. 

Reg Charity number 1043280 Co. Number 3005230. 

Designed &Produced by Medical Illustration@UHBristol

For all correspondence regarding fundraising please contact 
The MS Unit, Bristol General Hospital, 
Bristol, BS1 6SY.

People with MS-fatigue sought for national 
research trial

A randomised controlled trial of treatment approaches for 
multiple sclerosis fatigue
Fatigue is a commonly occurring symptom of MS and for a   
majority of people is among their worst symptoms. 

What is the purpose?
The trial will compare two non drug treatments for managing  
fatigue:
A group-based fatigue management programme 
Current local best practice 

Where is it taking place?
This is an NHS-based trial funded by the MS Society. 
It will take place in Dorset, Southampton and Bristol

Who can take part?
People who:
Are over 18 years
Have a confirmed diagnosis of MS
Are able to walk 20 metres or more 
Have fatigue that is impacting on your daily life

Interested in finding out more?
If you live in any of the following areas (Dorset, Bristol, 
Southampton) and are interested in finding out more, please 
contact   
Angela Davies Smith on 0117 928 6332 or by e-mail; 
angela.davies-smith@ubht.nhs.uk for an information pack.

Feasibility and reliability of a new measure 
of MS arm tremor

KEY FACTS – Brief summary of the research
What is the purpose of the research?
To evaluate a new measurement system designed to record 
upper limb intention tremor in individuals with Multiple 
Sclerosis (MS) during functional movements of the arm.
The tremor measurement study is run by a research 
physiotherapist and an engineer from the University of Bristol. 
You would be asked to attend the MS Research Unit for two 
visits.

Who is the programme suitable for?
People who:
are 18 years or older
have a confirmed diagnosis of MS
have visible tremor in their hand / arm when they reach 
forward to pick up an object

What would taking part in the research involve?
Attending the MS Research Unit
Assessment of the arm
Wearing the measurement system on the arm during a series 
of functional tasks

Interested in finding out more?
If you are interested in finding out more please contact Angela 
Davies Smith on 0117 928 6332 or by e-mail angela.davies-
smith@ubht.nhs.uk  for an information pack.

MS Research Unit, Bristol General Hospital, 
Guinea Street, Bristol BS1 6SY

No longer United Bristol Hospitals! 

In June United Bristol Healthcare Trust became a Foundation 
Trust. This means that the hospital in which we currently house 
the MS Research Unit will have a lot more flexibility about how 
it organises its services and finances. Whether this will mean any 
change to our way of working in the MS Unit has yet to be seen 
but one change that will be apparent is that our name and 
eventually our email addresses  will change.  The new name will 
be University Hospitals Bristol NHS Foundation Trust 

and the new email address will be:
Rosie.jones@uhbristol.nhs.uk 
and 
Angela.Davies-Smith@uhbristol.nhs.uk

The old UBHT email will work for some time yet but we will need 
to get used to our new name and status!  

KEY FACTS – Brief summary of the current research studies


