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2 Different Strokes 

Welcome to Newsletter number 39!  Please do feel free to 

contact us with your views, Survivor Stories, Ask The Ex-

pert Questions, etc.  We love to hear from you!  Our con-

tact details are on the back cover. 

The first thing to tell you about is the Different Strokes 

Annual Conference which is taking place on Saturday 16 

May in Weston Super Mare! A booking form has been 

included with the newsletter —please complete and return 

it to the office to secure your place.  Alternatively, 

download a booking form at our website: www.differentstrokes.co.uk/

conferencetickets.htm.  A big thank you to Bob Watson for organising what promises 

to be a great line up of speakers on topics that we’re sure will be of interest to you our 

members!  We hope to see as many of you there as possible - there will also be the 

Conference Dinner afterwards which will provide a great opportunity to meet up with 

old friends and a chance, of course, to make new ones!  

Despite the financial gloom and doom everywhere, Different Strokes has had a great 

start to the new year and we have been fortunate enough to receive donations from 

many different fundraising and sponsored events around the country. As always, our 

grateful thanks go out to everyone who helps us in these many inventive ways as the 

funds raised are invaluable for the services we provide.  Thank you to those who 

have already bravely signed up to run the British 10K Run - if anyone else is feeling 

up to the challenge (see p. 4), or perhaps parachuting, just get in touch! 

You’ll be pleased to hear that there are of course many other ways to help which 

don’t involve getting out your wallet! (see p. 20 for more details).  And if you are able 

to, you could always volunteer your time - Lorraine Ayres, our new Group Develop-

ment Manager, would love to hear from anyone who wishes to get involved with run-

ning or setting up a group in their local area (see p. 23).  Contact the office for details 

of other volunteering opportunities, also available at www.differentstrokes.co.uk/jobs. 

Congratulations also to Will, our Office Manager, who is marrying Rachael at the end 

of the month - we wish you every happiness in your life together! 

Best wishes from all the Different Strokes Team 

Eileen Gambrell, Newsletter Editor 

PS If you are a stroke survivor or family member, you should have received a ques-

tionnaire & reply paid envelope with this newsletter.  Please take part as your views 

as somebody who has experienced a stroke and its aftermath are extremely impor-

tant, and we do value your input!  If you didn’t receive a questionnaire, please contact 

the office - thanks! 
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ACT F.A.S.T. 

is a new national govern-
ment campaign supported 

by Different Strokes. 

It encourages people to recog-
nise the signs of stroke and feel 
confident to phone 999 for an 
ambulance on detecting any   
single one of them. Emergency 
action is equally important for 
TIA (Transient Ischaemic At-
tack) or ‘mini-strokes’. 

Quick diagnosis of stroke is    
important to understanding the 
cause, the damage done and 
what immediate medical treat-
ment is needed.  The sooner 
the person is diagnosed, the 
sooner they can be treated and 
the greater their chances of sur-
vival and recovery. 

HOW DIFFERENT STROKES MEMBERS CAN GET INVOLVED! 
 

Have you seen the Department of Health advertising in the press and 
media?  Would you like your case study to be used in the future (using 

actors if necessary)?   

The Department of Health is keen to raise awareness of stroke in line with its 
National Stroke Strategy and has stated that it wishes to use both younger peo-
ple as well as an ethnically diverse cross section of the population in its cam-
paign.  If you would like your story to be considered for the future, please send it 
in to us with a photo and we will forward it on to the Department of Health on 
your behalf.  Email us at info@differentstrokes.co.uk. 

When you have finished with your newsletter, why not take it to your  GP       

surgery or hospital waiting room for someone else to read!   

Help increase awareness of stroke! 

mailto:info@differentstrokes.co.uk
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The British 10K London Run 

12th July 2009  

 

The World's Greatest 10K Route 

Through The Heart of the World's Greatest City! 

10K distance – Achievable and Do-Able 

 

 Wonderful party atmosphere 

 Entertainment along the route and at the athletes' village 

 Thousands of spectators – it's peak tourist season 

 Over 26,000 runners 

Passing many of the capital's truly world famous landmarks including: Big Ben, 

Hyde Park Corner, St. James's Palace, Trafalgar Square, Buckingham Palace, 

St Paul’s Cathedral, the London Eye, Westminster Abbey, Royal Horse Guards 

Arch and the Cenotaph, before finishing on Whitehall near Downing Street. 

The race has been sold out for the last 4 years and  

Different Strokes has just a limited number of places for the 2009 race. 

Demand is strong, so please ring 0845 130 7172 or email                              

giving@differentstrokes.co.uk.  Reserve your place before it's too late. 

 

Join us and your will receive your choice of a running vest or T shirt, your own 

dedicated fundraising web page, sponsorship forms, gift aid collection to      

increase the value of your efforts, and the lasting  gratitude of younger stroke 

survivors throughout the UK. 

Please also let us know if you have managed to secure a place in a   

marathon, the Great North Run or any other event - we’d love you to run 

for Different Strokes and can provide publicity materials and support!        

Why not share your training blog with us!?  

mailto:giving@differentstrokes.co.uk
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Different Strokes Conference 2009 

The Winter Gardens, Weston Super Mare BS23 1AJ 

Saturday 16 May 2009 

BOOK NOW! 

A booking form has been enclosed with this edition of the newsletter.  Please com-

plete and return to the Different Strokes office in the prepaid envelope provided in 

order to secure your place.  Alternatively, book online at the Different Strokes       

website:  http://www.differentstrokes.co.uk/conferencetickets.htm.  

The day kicks off at 9am with registration and coffee.  Speakers will present on a 

number of different topics including Life After Stroke (RCP guidelines), Driving After 

Stroke, Functional Electrical Stimulation, the Access to Life project running in Corn-

wall, etc. 

Dr Pankaj Sharma MD PhD FRCP, Consultant & Reader in Clinical Neurology 

from Hammersmith & Imperial College London will deliver The Inaugural Moira 

Lister Memorial Lecture in memory of the actress Moira Lister who died in October 

2007 and left a bequest to Different Strokes. 

Different Strokes members will also talk about their own experiences of life after 

stroke.  The day will close at 4pm after a Question and Answer forum. 

Tickets cost £20 for stroke survivors and family members, and £40 for everyone else.  

Refreshments and a buffet lunch are included in the ticket price and will be provided 

in the beautiful historic venue, providing an opportunity for delegates to view the dis-

plays of the exhibiting companies.  

The optional Conference Dinner provides the perfect end to the day!  Don’t miss out!  

For more information, contact the Different Strokes office.  We hope to see you there! 

Why not receive your newsletter by email?  This not only saves Different 

Strokes the cost of printing and postage but saves the earth’s resources too.  

Just contact us—details on the back cover. 
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My Story 

I had a stroke on 2nd October 2007 at the age of 36, one day 
after my little boy’s 3rd birthday. For the last 8 years we had 
been going away on our summer holiday in October but for 
some reason we went early in September - it was a good job!  

I was at home with my husband when we heard an almighty 
crash in the house and both of us leapt up to investigate - I 

couldn't find anything and I was walking back to the sofa when I collapsed unconscious 
onto the floor for 10 minutes. I woke up unable to talk and my husband was telling me 
he had called an ambulance and it was on its way.  Luckily they arrived 2 minutes later 
and I was taken into the ambulance.  The paramedics found that my blood pressure 
was 200 over 100 and I was too unstable for the ambulance to move for fear of me hav-
ing a heart attack.  After 45 minutes they had stabilised me enough for me to be driven 
slowly to hospital. I couldn't move anything on my right-side, my eye stopped working, I 
couldn't speak properly and my arm and leg weren’t moving.  And I remember some-
thing funny, the ambulance man asked me to smile, and I was thinking "what have I got 
to smile about?" and he explained there was a reason why, and I later found out it is 
one of the signs to diagnose a stroke.  The Ambulance people had diagnosed me with 
having a stroke, and when I arrived at hospital I was taken straight to the Crash Team.  

They gave me a 50/50 option, I could take a trial drug which would either leave me 
worse off or would alleviate many of the symptoms I was experiencing. I was the 5th 
patient in the hospital to be offered the drug and the 1st patient who it had worked on!  
Everything was against me that night - as I had my stroke outside "Office Hours", the 
consultant who would need to give permission for me to receive the drug wasn’t re-
sponding to his pager and luckily due to a very tenacious nurse she managed to get 
hold of his home number.   

I was given the drug and the next 2 hours were "nail biting" as we were waiting for the 
outcome.  First of all I was able to flinch one of my fingers, then one of my toes and 
very slowly over the next 6 months and intensive physio I regained everything down my 
right side. I spent the first two and half weeks in a wheelchair, and 5 weeks in total in 
hospital. It turned out my stroke was caused by a hole and an aneurysm in my heart, so 
the following March 2008 I had a device fitted through key hole surgery which was very 
successful. The whole experience has left me extremely humbled. My huge thanks 
goes to the fantastic Stroke Team at the Luton & Dunstable Hospital and the technol-
ogy of this new drug called "Thrombolysis" as, without this, I would not have my life 
back! 

This October just gone I felt so lucky to be alive, and comparing myself to where I am 
now to then, I can't believe it!  Sometimes it still feels like a dream. I am so blessed to 
be given a second chance.  I am now living a completely normal life with my lovely hus-
band and 4 year old boy and enjoying every day.  

Caroline Peach 

 

Email experts@differentstrokes.co.uk or write to the address on the back cover 
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I recently heard about Hughes Syndrome on Radio 4's Woman’s 
Hour.  Could you please explain a bit more about it to me and its possible 
links with stroke.  What are its symptoms and what treatment is avail-

able?  Thanks. 

 

Hughes Syndrome (also known medically as the antiphos-
pholipid syndrome – APS) is a condition in which in which 
the blood has an increased tendency to clot in any vein or 
artery.  This “sludging” of the blood can affect all parts of the 
body, but the brain is usually the first to complain due to the 
lack of oxygen caused by the impaired circulation. 
 

The neurological symptoms caused by Hughes Syndrome can range from the 
‘mild’ including dizziness and balance problems, memory loss and recurrent 
headaches to the more severe such as migraines, seizures, TIAs (transient 
ischaemic attacks) and strokes.  It is estimated that Hughes Syndrome is the 
cause of approximately 1 in 5 young strokes. 
 

Treatment for Hughes Syndrome depends on the severity of the symptoms.  
Many features such as the headaches and dizziness, for example, improve on 
low-dose (75mg) aspirin.  However, the more serious brain problems such as 
seizures or strokes require urgent anticoagulation.  For Hughes Syndrome pa-
tients who have had a stroke, the current treatment is lifelong warfarin with a 
carefully controlled INR (International Ratio) usually between 3 and 4.  Symp-
toms such as the headaches and memory loss often return if the INR slips be-
low the target range. 
 

Although Hughes Syndrome has been described as one of the major new  dis-
eases of the late 20

th
 century, awareness of the condition is still lacking 

amongst the medical profession and general public.  Critically, many people 
who go on to have a stroke often have their earlier, ‘milder’ symptoms such as 
headaches and dizziness either dismissed or misdiagnosed as vertigo or 
Menieres Disease. 
 

The Hughes Syndrome Foundation aims to raise awareness of the condition to 
help patients reach a quicker diagnosis.  We also run a volunteer support group 
network across the country. 
 

For more information please contact us at the Hughes Syndrome Foundation, 
Lupus Unit, Gassiot House, St Thomas’ Hospital, London, SE1 7EH.  Tel: 0207 
188 8217. Email: hsf@btconnect.com.  Web: www.hughes-syndrome.org.  

Katie Fitzpatrick, Manager of Hughes Syndrome Foundation 

Email experts@differentstrokes.co.uk or write to the address on the back cover 

mailto:hsf@btconnect.com
http://www.hughes-syndrome.org/
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I am on sick leave following my stroke - I want to go back to my old job 
but am worried about how well I’ll be able to cope.  Do you have any 
tips to help with improving my short-term memory, and overcoming 

fatigue? 
 

There are so many variables in terms of the severity of 
your condition, type of work that you do, and where you 
are in the country, that advice would necessarily be 
general. 

 

It may be that you have in your area specialised 
teams that are there to support individuals with disability back into work, and 
can include emotional and psychological support as well as checking out the 
work environment and suggesting any changes that might support you in 
managing your return to work effectively. If you contact your local Social Ser-
vices team or Community Occupational Therapist (Health) they may be able 
to advise you what is available in your specific area; your local hospital Trust 
might have a specialist in stroke services (an excellent resource) and the 
Job Centre also have specialists who can advise you. 
 

To answer the specifics of your query, I would suggest the following ap-
proaches: 

For memory, practice relaxation regularly (stress and anxiety do interfere 
with accessing memory generally), and preferably utilise some guided im-
agery relaxation daily (where you visualise accessing memories effectively 
and efficiently whilst you are relaxed); some individuals find a memory work-
book (lots available from places such as Amazon) helpful with the structured 
exercises for memory skills. You could also start a daily diary, keeping it as a 
memory jogger for tasks you need to do, things to remember etc. 
 

In terms of returning to work, negotiate with your employer a staged return. 
They would probably need to complete a risk assessment (depending on the 
nature of your work), and if you could maybe start back with a morning 
‘taster’, and build up from there. If you find any specific problems negotiate 
with your manager how they can be addressed. 
 

If you were given exercises as part of your rehab continue these to build 
strength and stamina, maybe talk to your GP regarding a local exercise 
group or tai chi group for the same purpose. Learn to balance work and rest 
rather than doing as much as possible and then suffering as a result of over-
doing it. 

Chris Holloway 
Occupational Therapist  

Email experts@differentstrokes.co.uk or write to the address on the back cover 
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Email experts@differentstrokes.co.uk or write to the address on the back cover 

I have heard a lot about stem cell therapy in the press re-
cently.  I would like to know more about the timescale of 
when you think it will be available as a treatment for 
stroke, and how I can go about volunteering for research 

trials. 

Thank you for your interesting question. Stem cell treatment 
involves delivering cells to an affected organ in the anticipation 

that those stem cells will replace the diseased cells within 
that organ. Stem cells by definition are able to become 
other cells depending on the appropriate stimulus. This is 
the principle of stem cell treatment at its most basic level. 

There is much interest in this subject and we at Imperial College London are con-
ducting, to the best of our knowledge, one of the very few stroke stem cell trials 
in the world. However, that excitement must be tempered by the fact that these 
trials are in the very early stages of development - designed to address, at least 
initially, questions on safety and tolerability rather than effectiveness. It follows 
therefore for this technology to enter general clinical use is likely to take at least a 
decade at best, and a generation, at worst. While this is an exciting area to be 
involved in it is unlikely to benefit current stroke sufferers. Notwithstanding this 
reservation, it is important that we continue to ‘reach for the skies’ for the benefit 
of future generations. 

I have recovered well from my stroke, but can you explain 
why I still need to take aspirin for the rest of my life fol-

lowing my stroke? 

Aspirin is a drug that has been used for many years as a pain-
killer. However, it has another action to lower the risk of form-
ing a blood clot in the arteries of the heart (coronary arteries) 
or brain arteries. This lowers the risk of having a heart attack 
or stroke. 

Aspirin helps to prevent blood clots forming. A blood clot may 
form in an artery (blood vessel) if a lot of platelets stick together forming a clot 
which may stop blood flowing. If a blood clot forms in an artery in the heart or 
brain, it may cause a heart attack or stroke. Aspirin helps to prevent heart attacks 
and strokes. If possible, you should also reduce any 'risk factors'. For example: 
do not smoke, eat a healthy diet; keep your weight in check.  

If you are in a category where aspirin is advised, you are also likely to be advised 
to take medication to lower your cholesterol level and medication to lower blood 
pressure if it is high, which are also important to control.  

Pankaj Sharma 

Wajid Qureshi 

Neurologist / Stroke Expert 

Pharmacist 
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Email experts@differentstrokes.co.uk or write to the address on the back cover 

I have read that deep tissue massage can be useful to 
reduce excess tone in one's arm.  Is this the case, and 

can you explain how it works?  Thanks.  

From your question it’s not clear if you are also experienc-
ing pain?  This often-reported discomfort, along with re-
ductions in a person’s range of movement, are common 
symptoms of this condition.  At times these effects can 
continue even whilst a person has routine physiotherapy 

and are key attention areas in Deep Tissue Massage 
(DTM).  Overall this massage releases muscular con-

traction, which contributes to pain reduction and increases mobility –  im-
portant elements in achieving harmony between a person’s limbs and their 
trunk.  

DTM is designed to focus on deep layers of muscle and uses a range of 
different methods such as slow strokes and deep finger pressure, stretch-
ing, trigger point therapy, mobilisation techniques on targeted parts of the 
body through direct or indirect myofascial release (the manipulation of a 
seamless web of tissues covering and connecting different parts of the 
body including muscles and bones).  The aim is to release or ‘un-stick’ 
muscle fibres and restore connected tissue to health.  Treatments can also 
involve heat, cold and exercises to restore mobility, flexibility and strength.  
The goals combine both corrective and therapeutic actions aimed at main-
taining a person’s independence, enabling them to accomplish everyday 
tasks and preventing future injury.   

As with many complementary therapies it is advisable to drink plenty of wa-

ter after each treatment to help your body eliminate toxins.   

For more expert Alternative and Complementary Therapy assistance   

please go to www.dynamicreflexology.co.uk 
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I suffer from severe spasticity in my right side 

(hand).  What would be the preferred treatment for this?  I 

have been doing some research into botulinum injections 

but have also come across saeboflex.  Which one would 

you recommend here? 

Muscles require a barrage of messages from the brain to 

switch on and switch off.  Following a stroke, parts of the 

brain no longer send enough messages to tell muscles to 

“switch off” or “relax” after they have worked. For example, the muscles that 

close the hand into a fist are not told “loudly enough” to relax.  

Delta Streete  

Alternative Therapist 

Physiotherapist 

Email experts@differentstrokes.co.uk or write to the address on the back cover 

Jon Graham 
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Email experts@differentstrokes.co.uk or write to the address on the back cover 

Please note that while our panel endeavour to give the best advice based on the                  

information provided, it is always advisable to have a face-to-face consultation                                

with a practitioner about any health issue that concerns you.  The comments                                                                                   

expressed are general in nature and are not intended to provide specific advice. 

Also the messages to the opposite muscles may not be sent in sufficient quanti-

ties.  So the muscles that should open the hand are not told “loudly enough” 

to work.  Sometimes they do try to work, but they can’t compete with the 

“power” of the muscles that have not “switched off”. The hand remains 

clenched in a fist. If this goes on for a number of weeks and months, the 

muscles that have not been switching off, remain “switched on” and also be-

come physically shorter–this combination is often referred to as spasticity. 

Botulinum is a drug that is injected into the spastic muscle by either a Doctor 

or a suitably trained Specialist Physiotherapist. It effectively switches off 

these muscles. It is like putting a child safety plug into a household electrical 

socket. The mains supply is unaffected, but the appliances cannot be pow-

ered by the blocked socket. It then allows the shortened muscle to be 

stretched more easily and the muscles that open the hand no longer have to 

compete with these muscles and they can get stronger. Many times, a 

course of injections is required as the effects of the drug completely wear off 

after three to four months. 

The Saeboflex is a hand and wrist splint that uses springs to encourage the 

“switched on” muscles to relax and open the hand. By gripping soft foam 

balls against the resistance of the springs, the muscles that open the hand 

are actually strengthened because these muscles also have a role in sup-

porting the wrist during gripping. The user though has to have some recov-

ery in their shoulder and  elbow movements, and they have to be able to part

-close their hand, e.g. squeeze a ball (even a little). It is an exercise device 

to improve opening and closing. It is not for using as an aid for gripping dur-

ing everyday life. 

If the Spasticity can be overcome by the Saeboflex, then Botulinum may not 

be required. Sometimes though, a combination is required. For further infor-

mation on the Saeboflex : www.saebo.com. If you would like to see a video 

dairy of someone using a Saeboflex: www.physiofunction.co.uk/pftv.html 

 If you or anybody else would like further advice, please visit 

www.physiofunction.co.uk/asktheexperts.html where you can pose 

your question and we can answer more specifically. 

http://www.saebo.com
http://www.physiofunction.co.uk/pftv.html
http://www.physiofunction.co.uk/asktheexperts.html
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Stem cell therapy for stroke - an update on latest research 

Southern General Hospital, Glasgow 

The ReNeuron Group plc (LSE: RENE.L) announced on 19 Jan 
09 that it has received approval from the UK Medicines and 
Healthcare Products Regulatory Agency (MHRA) to commence 
a first-in-man clinical trial for the treatment of patients who have 
been left disabled by an ischaemic stroke, the most common 
form of the condition. Stroke is the third largest cause of death 
and the single largest cause of adult disability in the developed 
world. 

In this Phase I trial, the first of its kind using expanded neural stem cells, stroke pa-
tients will be treated with ReNeuron's ReN001 stem cell therapy at the Institute of 
Neurological Sciences, Southern General Hospital, Greater Glasgow and Clyde 
NHS Board. The Principal Investigator for the trial is Dr. Keith Muir, Senior Lecturer 
in Neurology at the  University of Glasgow. MHRA approval for the trial has been 
given subject to provision of data both from an ongoing pre-clinical study and from 
the long term follow-up of trial participants.  Following successful completion of the 
ethics approval process which is currently underway for the trial, patient recruitment 
is expected to commence in the second quarter of this year.  The trial is designed 
primarily to test the safety profile of ReN001 in ischaemic stroke patients at a range 
of cell doses, but a number of efficacy measures will also be evaluated over the 
course of the trial. 

The ReN001 cells will be administered by direct injection into the affected region of 
the brain in a straightforward surgical procedure.  Importantly, the nature of the pro-
cedure and the characteristics of the ReN001 cells mean that the patients will not 
require immuno-suppression following treatment, thus eliminating the safety risks 
typically associated with immunosuppression regimens.  Patients in the trial will be 
monitored for one year, with longer term follow-up procedures in place thereafter. 

Dr. Keith Muir said: “Stem cell treatment offers the potential to repair brain tissue lost 
as a  result of stroke. We are very excited at the opportunity to undertake this, the 
first clinical trial involving neural stem cell therapy in stroke. At this stage, we are 
primarily seeking to establish the safety and feasibility of this form of treatment, and 
if successful, we hope that it will lead on to larger studies looking at the effects of the 
treatment on patient recovery". 

As Southern General Hospital has been inundated with interest from stroke survi-
vors who would like to be considered as volunteers, Dr Muir is keen that this posi-
tive news should not generate false hope and unrealistic expectations 
amongst Different Strokes members.  He has kindly provided the following further 
information to address enquiries already received:  

The trial that we hope to undertake has been approved by the MHRA, the medicines 
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regulatory body for the UK, but has still to complete ethical review by the relevant 
authorities and therefore the details may be subject to change.  We can’t put a time 
scale on the process but are anticipating this will take a few months. 

As this study will be the first use of this particular cell therapy in human beings, it’s 
been  necessary to select very carefully the people who will be involved. The way in 
which the cells are manufactured also places limitations on who can take part. The 
trial protocol at present is looking for male subjects, who have had a stroke 6-24 
months before the trial, who are fit for surgery, and able to understand fully all as-
pects of the trial sufficiently to give consent themselves.  

There are a number of other criteria, including the stroke needing to involve particu-
lar parts of the brain. Because of the logistics of looking after those participating in 
the trial, our plan is to look first for people who live in the local area, and who have 
been involved with our hospital. It may be necessary to widen this depending upon 
the number of people who are suitable. We will keep note of your contact details 
until we know how recruitment to the trial goes, and will be in touch in the event that 
we may be able to offer you something. (We aren’t allowed to keep personal details 
in the longer term because of data protection legislation.)  

I realise that these limitations will make the current trial unsuitable for many of you, 
and can only apologise if your hopes have been raised unrealistically: such are the 
workings of the media, unfortunately. We anticipate that this initial trial will run for 
around two years, and I hope that that the prospect of knowledge gained leading to 
a larger study in the near future will be some compensation. 

Thank you for your interest and best wishes, 

Keith Muir 

Senior Lecturer in Neurology 

 

 

 

Imperial College London 

In a similar development Imperial College London are also conducting a stem cell 

trial in stroke patients and have already successfully treated one patient. Dr Pankaj 

Sharma from Imperial is similarly keen to emphasise that this is an early phase trial 

principally looking at safety concerns rather than response to treatment and that 

stem cell therapy is realistically some decades away for stroke. Notwithstanding 

these caveats the trials from both Glasgow and London are ensuring that the UK is 

at the forefront of stem cell research in stroke.  
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NICE recommends FES to assist walking 

The National Clinical Functional Electrical Stimulation (FES) Centre, Salisbury, is 
an exciting place at the moment!  Stimulators to activate paralysed muscles have 
been designed, manufactured, researched and used clinically here for more than 
15 years.   

The most widely used is the Odstock Dropped 
Foot Stimulator (ODFS®) which synchronises 
stimulation with walking to help people with 
dropped foot.  The main benefits are reduced 
trips and falls, increased walking speed, de-
creased effort and some retraining effects.  
Just launched is the new dropped ‘ODFS® 
Pace’ for walking or exercise.  Other walking 
and arm stimulation treatments are also avail-
able.  In 2006 an implanted walking stimulation 
service began (using the STIMuSTEP device).  

More than 3000 adults and children with 
strokes, MS and other neurological conditions 
have been seen in Salisbury, many other 
people attend clinics elsewhere in the UK and 

worldwide. The National Institute for Health and Clinical Excellence (NICE) re-
viewed the use of surface and implanted dropped foot stimulation and has just rec-
ommended it as an effective treatment.  Most people seen in Salisbury are funded 
by the NHS, via their local Primary Care Trust and the NICE guidelines should sim-
plify access to this treatment. Please follow this link to the relevant pages of the 
NICE website http://www.nice.org.uk/Guidance/IPG278. 
 

A programme of research into the clinical applications of electrical stimulation has 
been undertaken in Salisbury, currently The Stroke Association funds a study in-
vestigating the use of FES combined with physiotherapy to improve walking for 
people less than 6 months post stroke.  This study is recruiting patients at the mo-
ment.  A forthcoming large NHS funded study will review current arm treatments 
used post stroke. 

Arm Stimulation 

Healthy AIMS was an EU funded project that aimed at producing a range of medi-
cal implantable technologies.  One application was a system to enable hand open-
ing and wrist extension for people who had had a stroke.  The device is called 
STIMuGRIP and was a collaboration between Finetech Medical and Salisbury Dis-
trict Hospital.  The device used radio telemetry to communicate with a control unit 
that the user wore on their arm.  Inside the control unit was a movement sensor 
that detected when the device user reached forward to pick an object up and 
turned the stimulation on to enable them to get their hand around the object.   

Find out more about FES at the Annual Conference - book now! (p5 for more details) 

Electrode positions for correction    

of dropped foot  

http://www.nice.org.uk/Guidance/IPG278
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The device was tested with three research volunteers and each one showed im-
provements in hand function following its use.  It was notable that there was a sig-
nificant reduction in finger, wrist and elbow spasticity and all volunteers were able to 
use their hand better even when the device was turned off.  The overall results of 
this feasibility study were encouraging and now further work is required to continue 
the development and test the device with a greater number of people.  
 

As part of the Healthy AIMS project, a version of the device that used external self 
adhesive electrodes was also developed.  This is called the REACH stimulator.  A 
randomised controlled trial of the device is due to start in spring 2009.  The trial will 
take place at Salisbury District Hospital and the University of Salford.   
 

More information about FES, the ODFS® Pace and how to be referred for treatment 
can be found at www.odstockmedical.com or by calling 01722 429118 for an infor-
mation pack.  Odstock Medical Ltd is an NHS owned company set up by clinicians 
and Salisbury NHS Foundation Trust. 
 

For more information about FES research at the National Clinical FES Centre, Salis-
bury District Hospital, visit www.salisburyfes.com 
 

Ingrid Wilkinson    Paul Taylor 

Clinical and Research Physiotherapist.  Clinical Engineer 

Find out more about FES at the Annual Conference - book now! (p5 for more details) 

Arm implant trial participant using the device at home  

http://www.odstockmedical.com/
http://www.salsiburyfes.com/
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From a Carer’s point of view 
  

Lisa and I met at the University of Bradford in 1991, a couple of "flings" later, time 
moved on and we went our separate ways for ten years.  We met at Kings Cross 
station by accident, literally walking into each other.  Lisa was living in Leeds and I 
was living in Bolton so it was very much a chance meeting, neither of us knowing 
what the other was up to.  After two or three coffees (okay a beer!) we soon re-
affirmed a relationship and a Trans-Pennine romance ensued.  Six months later 
Lisa moved from Leeds to Bolton, where we have lived and worked ever since.   

My work takes me overseas (or did) for long periods of time including Europe, the 
States and more recently a long period in the Gulf on Engineering Projects.  My 
wife was a Senior Pharmacist and was working at a Hospital in the centre of  Man-
chester and we are hoping that after two years of absence, for her to return in May 
2009. 

 After my trip to the Gulf, wedding preparations were in hand, and after a month 
driving Route One, in the USA, in a camper van, we were then married a year 
later.  Lisa fell pregnant very soon after, and the entire family was over the moon. 

 Lisa's pregnancy was “textbook”, until the last few days where signs of problems 
went overlooked.  Lisa, as a medical person, questioned everything and yet noth-
ing was done. 

 Lisa’s labour was not a sight to be repeated, from a husband’s, and certainly from 
my wife’s point of view, that is our first and last if I have my way!! But she did de-
liver a beautiful, healthy baby boy called Benjamin Michael on the 5th June 2007. 

 Almost instantly, Lisa was unable to respond and thinking that this was just tired-
ness I left the hospital at 2am only to receive an emergency call at 7am indicating 
that my wife was in serious trouble.  It now appears that Lisa had suffered a Stroke 
during labour and a further Stroke, whilst in the CAT scanner, and was left para-
lysed down the right hand side.  The brain haemorrhage shown to me was bigger 
than my fist and had caused the unit to put my wife into an enforced coma, which 
continued for a further two months.  Five very invasive  operations later, which in-
cluded the front of her skull being removed and being replaced with a Titanium 
shell, Lisa was moved to a rehabilitation hospital, by which point she could not rec-
ollect our relationship, my name, her parents and the fact that she had given 
birth. Debilitating to say the least, as her loving partner I must say! 

Ricability is an independent consumer research charity that tests products and provides 

impartial information for disabled people.  The information is impartial and thoroughly re-

searched.  At the end of November 2008 Ricability also launched a product review website: 

www.product-reviews.org.uk.  It needs people to write reviews about products you use including 

Transport and Travel, Holidays, Stairlifts and help getting around, etc.  Could you spare a short 

time online to register and review a product you have used?  Please register and voice your 

opinions about products and services at www.product-reviews.org.uk. 
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During six months in hospital, backwards and forwards with a newborn, I made a num-
ber of modifications to the house without knowing Lisa's final prognosis, including a 
downstairs bedroom and wet room, to allow me to be able to wash and dress 
Lisa.  The garden was levelled and I welded disabled ramps and installed them to al-
low my wife access to the house. Motability scooters, wheelchairs, rails, showering 
chairs, power of attorney, Direct Payments, Independent Living Fund, Carers Allow-
ance were all finally in place after a ten month battle, which required a visit to my local 
MP, as we failed four appeals for aid.  Also included was the necessary home care via 
physio, speech and language therapy, podiatry and occupational therapy etc etc.  The 

list could go on! 

At this time my wife has       
improved significantly, 
although the focus has 
been altered from sav-
ing the use of her right 
arm to her ability to 
walk and hopefully 
drive. 

Going from a roving 
Senior Engineer to 
home based Carer has 
been a necessary but a 
signif icant l ifestyle 
change, and I have con-
tacted Different Strokes 
offering my services, as 
it is a useful point of 

contact for your rights and benefits.  I have provided my contact details to Different 
Strokes and have the time 24/7 to be contacted.  My worst moments tended to be 
around 2am ... when anxiety and panic sets in ... please don't be afraid to call.  If you 
need aid please accept it.  

Don't be put off by the system ... seek advice and support ... if you can do it yourself - 
DO IT ...but don’t give up!!                                                                                         

As Andy mentioned, please contact the Different Strokes office for a copy of our practical 

info pack which includes info on Benefits & How To Get Help From Social Services  

The Carers Direct Service has recently launched as part of the Govt’s New Deal For Carers.  

It aims to provide carers with a single and comprehensive online resource for carer-specific 

info.  For more info go to:  http://www.nhs.uk/carersdirect/Pages/CarersDirectHome.aspx 

Also use the message board at our website: www.differentstrokes.co.uk  

to share experiences with others in a similar situation. 

Carers Week from 8th to 14th June aims to highlight and celebrate the incredible  

contribution that carers make, sharing the positive experiences as well as the more difficult.   

Contact 0845 241 2582 or mail@carersweek.org for more info. 
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Special Offer for the New Concise Official 

UK Road Atlas for Blue Badge Drivers 
  

The revised (2nd edition) UK Road Atlas for Blue Badge 
Drivers has been sponsored by the Highways Agency 
and Direct Gov and is designed to be the official journey 
planning tool for the Disabled Community. 
  
It is a journey planner and destination guide with: 

 Updates of the ‘on-street’ parking rules for 
every council in the UK 

 Fully revised accessible accommodation guide 

 Petrol Stations & accessible toilets information on the National Road 
Atlas 

 Town centre plans with on-street parking rules, blue badge bays, ac-
cessible toilets and accessible car park information 

   

How to order & claim the 30% discount for Different Strokes members: 

Please go to www.thepieguide.com/shop and click on the Concise UK Atlas, fill in 
your details and you will automatically receive the atlas for £9.99 inc p&p (usual 
price £13.98 inc p&p). Alternatively, you can call 0844 847 0875 or send a cheque 
for £9.99 payable to PIE Enterprises with your name, address, telephone number 
and email address (if applicable) to: 
PIE Enterprises Ltd, Caledonia House, 223 Pentonville Road, London N1 9NG 
Please allow 3-5 working days for your atlas to be delivered. 

Thank You To Three Rivers Council! 

Different Strokes was delighted to receive 
cheques totalling £5,000 following an ener-
getic year of fundraising by Three Rivers Dis-
trict Council's ex-Chairman, Cllr Amrit 
Mediratta.  Staff from Different Strokes Cen-
tral Service and members of the Middlesex 
Different Strokes group were presented with 
the much-needed cash at a reception hosted 
by Cllr Mediratta at the end of January. 

Ex-Chairman Councillor Mediratta said: 

"I am very glad that I was able to raise this 
large sum of money, which I hope will benefit 
Different Strokes. I am particularly pleased to 
be handing over this money now because the 
economic downturn has curtailed many charities' income, so I hope this will go 
some way towards meeting the needs of the charity." 

http://www.thepieguide.com/shop
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Meet our Volunteer – Steve George 

I have always had a positive outlook and therefore after 

having had three Brain Attacks (my first stroke was at 

17), I wasn’t going to be beaten! I joined a local Personal     

Development Centre called Link Place and in 1996 I 

heard from a member of staff about a new Younger 

Stroke Club called “Different Strokes” which was held at 

the YMCA off Tottenham Court Road in Central London.  

So I decided to go along and see for myself!  From the  

moment I got there I realised it was amazing!  All the    

people there were YOUNG Stroke Survivors - I couldn’t      

believe it!  Exercise was their main objective. 

After a year I decided to set up a Different Strokes group in my own town.  I con-

tacted the local Sports Centre (Redbridge Sports Centre) and arranged a Sunday 

slot from 12 noon til 2 pm - I advertised it in doctors’ surgeries, health centres, the 

Town Hall, local papers, libraries, anywhere I could! 

It all came to fruition in January 1997 - we opened and waited to see if anyone 

would come.  We had 15 Stroke Survivors in the opening week and it’s grown and 

grown and we now have 25 regular members.  In 2000 we decided to change the 

day to  Friday, making it easier for interested physiotherapists and other profession-

als to visit us to see what we do.  We have an “open door” policy and this has 

proved beneficial and has led to me being invited to speak to doctors, speech thera-

pists and other NHS personnel, to give the survivor’s view of the services needed to 

get the best possible recovery and of course of let them know all about “Different 

Strokes”. 

We are self-funding now and owe a huge thanks to local businesses, members’ 

families, friends and work colleagues who have supported us through the years.  

This has been a rewarding and life enhancing experience for me, boosting my self 

confidence and enabling me to make so many friends!   

How to Help!  There are many ways that you can help Different Strokes—we 

can provide envelopes for recycling mobile phones & toner cartridges, thanks 

to those of you already doing this!  Why not get friends and work colleagues 

involved too?  Also register at www.everyclick.co.uk to make Different Strokes 

your chosen charity and use it every time you surf the internet!  Or see if you 

can persuade local clubs, businesses, schools to adopt us as their chosen 

charity!  Contact us at the office for more ideas.   
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Fitness can be fun with the Wii Fit Board ... 

Last year my husband decided he had had enough of me sitting 

around and sent me across a tightrope with a crowd cheering 

below. In case that wasn’t tricky enough, with right sided weakness, there was a 

snapping trap to jump over. Of course this wasn’t real life – this was a balance game 

on my Nintendo Wii Fit Board, my new personal trainer - sort of! 

For the uninitiated, it’s a fitness game that you play using your body to move more or 

less like you would doing the real thing, which is how some people have ended up in 

hospital having jumped into glass doors or have broken their TV by accidentally 

throwing the ‘wii-mote’! Personally, I keep something nearby to hold to keep my bal-

ance – a chair or husband for example! 

The game consists of a low step which is wirelessly con-

nected to a Nintendo Wii.  Once it’s set up the fun begins! 

There are four categories of games - balance, aerobics, 

yoga and muscle workouts. Balance games give feed-

back on the screen about where your centre of gravity is 

so you can adjust your position to ensure you’re not ne-

glecting your affected side. You can regularly test for im-

provement in your balance and weight. 

Some hospitals are already using the Wii Fit Board for rehabilitation. Seacroft Hospi-

tal in Leeds uses it in Physiotherapy sessions for patients with prosthetic limbs as it 

allows them to see where they are putting their weight.  St Mary’s Hospital in San 

Francisco has a dedicated ‘WiiHab’ room which is used by stroke patients. Last 

year, the University of Medicine and Dentistry of New Jersey conducted a study on a 

patient with cerebral palsy. They found that after four weeks of using the Wii Fit the 

patient had better visual perception, posture and could stand for longer periods of 

time.  

At around £250 for the Nintendo Wii and Wii Fit board together, it’s not cheap but it’s 

easier than heading out for physio and because it’s fun, it encourages you to keep at 

it every day. If only I could get the kids off it!                          Nicola Sawyer 

Thanks, Nicola!  If you have any fun or interesting ways to keep fit and active, 

please let us know!  Send us your stories - contact details for the office are on 

the back cover! 
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We are pleased to welcome Lorraine Ayres as 

our new Group Development Manager! 

Over the coming months, Lorraine will be offering support to our     

existing groups and helping new groups to get started.  If your local 

group has any queries or needs any assistance, please contact 

Lorraine on 0845 130 7172 or at lorraine@differentstrokes.co.uk.  

And if you are interested in starting a group in your area and want to 

know more about what is involved, do get in touch! 

To find your nearest Different Strokes exercise class please contact us or visit: 

http://www.differentstrokes.co.uk/reginfo 

John Walters, Different Strokes Kendal 

“Sadly, John Walters passed away on the 3rd December 2008, 

after fighting a second return of Leukaemia. 

John was our Treasurer, he was there on our very first meeting 

and immediately volunteered for the job, and continued doing 

so, even after returning to full time work.  

He also created our Web page, after attending a Different 

Strokes Web Construction course; that web page was invalu-

able when we hosted the Annual Conference in Kendal. 

His wife, Sue, is also a great supporter of our group, attending 

all our meetings, bringing her homemade cakes and making the teas.  We are all 

pleased to hear that Sue has decided to keep attending the meetings. 

John will be greatly missed by all  of us.” 

Jackie Langman, Different Strokes Kendal 

 

Interested in taking part in research? Then read on ... 

Researchers at Southampton University are inviting you to join their Participant Register 

which helps researchers get in contact with willing volunteers and invites them to take 

part in research projects or student education.  Research at the University is wide rang-

ing from interviews and questionnaires on patients’ views and experiences, to laboratory 

based measurements and tests.  If you would like more info please contact the Register 

Manager, Martin Warner, on 023 80 598990 or email mwarner@southampton.ac.uk. 
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Different Strokes was established in 1996 by younger stroke survivors for younger 

stroke survivors. 

Different Strokes aims to enable younger stroke survivors to optimise their physical 

and psychological recovery, take control of their own lives, regain as much independ-

ence as possible and move on to live a full, active and fulfilled life. 

 

Contact us: 

Different Strokes, 9 Canon Harnett Court, Wolverton Mill, Milton Keynes 

MK12 5NF 

 

 01908 317618 or 0845 130 7172 

 

 info@differentstrokes.co.uk 

 

Website: www.differentstrokes.co.uk—please visit our new message board to 

make contact with other members, offer advice and share tips and strategies for cop-

ing and maximising recovery.  Also visit the website to find details of our local groups 

and download copies of our information pack 

join the Different Strokes group on http://www.facebook.com to make 

online friends and share experiences  

Exercise Classes: to find your nearest Different Strokes exercise class please con-

tact us or visit www.differentstrokes.co.uk/reginfo  

STOP PRESS—STROKE RESEARCH! 
 

Stroke survivors and family members will have received a question-
naire with this edition of the newsletter which we hope will enable us 
to gain an understanding of your opinions and experiences of 
stroke. We would be grateful if you could spend a moment to com-
plete and return to us in the prepaid envelope.  Please could family 
members ask a stroke survivor to complete it.  
 
With thanks, Imperial College Cerebrovascular Research Unit 


