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Different Strokes
Welcome to Newsletter number 40! As ever, please do feel
free to contact us with your views, Survivor Stories, Ask The
Expert Questions etc. We love to hear from you! Our
contact details are on the back cover. You will also see on
p. 23 that we are launching a new Lonely Hearts section!
Space is limited but if you’d like to place an advert in future
editions, contact Jo Lewis at jo@differentstrokes.co.uk or on
0845 130 7172 or 01908 317618.
It was lovely to meet so many of you at our recent conference in Weston Super
Mare—our huge thanks go to Bob Watson and his partner Janet for organising such
a successful day! We are already looking forward to Cambridge in 2010!
It is an exciting time for stroke in general with the impact of the National Stroke Strategy helping to increase awareness of the condition and of the need for a structured
and comprehensive rehabilitation. The National Audit Office is conducting an online
survey for Parliament to assess improvements to services since 2005 but also to
identify gaps in services. If you are interested in taking part, please see p. 22.
And it has been a busy time for our staff and volunteers, both in the office and around
the country. In the last month alone we have sent out over 200 information packs
and the helpline has been busier than ever with increased concerns about the financial impact of the recession, on top of all of the other problems associated with
stroke. We have also set up a new area on our message board for Families of Children who have been affected by stroke, and we are looking to develop this service in
the coming months.
Following requests made at the recent Group Coordinator’s meeting, Lorraine Ayres,
our Group Development Manager, has been reviewing our current insurance policies
for the local groups to ensure that it provides the cover we need. Group coordinators
will have received a questionnaire recently about the activities they are involved in,
and the results will help Lorraine plan how best to meet group requirements.
Thanks also to our many volunteers who have been raising valuable funds for us over
the past few months—particular mentions go to Laura Woods and Anthony Peach
featured on page 3! Our thanks and appreciation also go to all our London 10K runners! If you would like to take part in a sponsored event for Different Strokes, contact Jo in the office for more information.
Best wishes
Eileen Gambrell, Newsletter Editor
PS A Christmas card flyer has been included—see more details on the back cover!
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Running for Different Strokes!
Laura Wood in Edinburgh!
“Since my stroke in 2005 (at the grand old age of 17!) I have been
very thankful to Different Strokes for assisting me on my long and
winding trip back to full recovery. In appreciation of this help, I did a
sponsored skydive to raise money for them a couple of years ago,
and since jumping out of a plane wasn’t enough I recently set myself
a new challenge to run a half marathon!
I signed up to run the Chris Hoy Half Marathon in Edinburgh, where I
am a 3rd year student at the University. The race day was April 5 th, giving me 3
months from the day of signing up to train. I ran most days, whether it was an epic
10k run after lectures or just a little once round the block in the rain. I trained hard
setting myself the goal of completing the race and making sure I ran (and not walked)
the whole way! My best friend was also in training for the race so we kept each other
going through encouragement, making sure we planned running nights to coincide
with where and when the university men’s hockey team was training! The race day
soon came around and it was a stunning blue skied Sunday morning. Confident in
my fitness and determined to prove myself to all my generous sponsors, I successfully managed to run the entire way by pushing myself to keep going even though my
thighs were burning and the sun was dehydrating. I convinced myself that surely
nothing could be harder than what I went through with the stroke and in comparison
the half marathon seemed like a walk in the park! I completed the race in good time
and with a total of around £500 going to Different Strokes. I’m thrilled with my
achievement and can’t wait for my next challenge!”

Anthony Peach in Paris!
“The Paris Marathon was actually the second marathon I have completed, having also undertaken the London Marathon in 2001. After
retiring from playing rugby I noticed the weight creeping on and a
stressful period at work culminated in a visit to my GP who advised
me that my cholesterol levels were too high. In a moment of madness (and, I confess, with a glass or two of wine inside me) back in
October 2008 I took the plunge, signed up and that was that.
It was some time into my training and so many people were asking if
I was running for a charity that I discussed with my beautiful sister-inlaw Caroline, the possibility of running for Different Strokes and
Caroline, who herself had suffered a stroke at the age of 36, went
ahead and made the necessary arrangements. The day of the marathon itself was a fantastic experience and, despite hitting the wall at 20 miles and
missing my sub-4 hour target by a massive 24 minutes, I genuinely enjoyed the day
(ok maybe not those last 6 miles and 385 yards!) and vowed to definitely do it again.
To complete the story I raised a grand total of circa £2,200, am over a stone lighter
and my cholesterol levels are back within the normal range! Oh yes, I have just
started training for the Amsterdam Marathon in October 2009 with that sub-4 hour
target firmly in my sights!”
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Different Strokes Conference 2009
The 2009 Different Strokes conference took place on Saturday 16 May
at the Winter Gardens in Weston Super Mare. With its theme of “Life
After Stroke”, it was very well attended and proved to be a very informative and entertaining day for all.
The day kicked off with a warm welcome speech from Bob Watson who had organised and
was hosting the conference on behalf of Different Strokes North Somerset.
Debbie Wilson, Chief Executive Officer, was delighted that so many people had travelled
so far, and told of exciting times ahead both for stroke in general due to the high profile of
the National Stroke Strategy, and for Different Strokes as it launches its new information
leaflet and embarks on a raising awareness campaign amongst GP surgeries and hospitals.
Finally Sarah Welsh, Chair of the Trustees and new in role, was pleased to have the opportunity to introduce herself to the membership. She gave thanks to the previous chair,
Mike Druce, and to Keith Wood for his continued input as treasurer. She looked forward to
helping Different Strokes continue its mission of providing support to younger stroke survivors in exciting times ahead.
The first speaker was Dr Pankaj Sharma, who gave the very popular inaugural Moira Lister
Lecture, with the theme of A Hope for Stroke. Dr Sharma, Honorary Consultant Neurologist at Imperial College Healthcare NHS Trust and Medical Adviser to Different Strokes,
spoke of stroke as a global phenomenon, being the commonest cause of disability, second
commonest cause of dementia and third commonest cause of death. However, the National
Stroke Strategy has now redesigned the stroke care pathway and centralised services so
that stroke should be managed by centres of excellence, providing appropriate interventions such as thrombolysis to reduce mortality and disability, and secondary measures to
reduce blood pressure and cholesterol. Research is being undertaken in UK studies to
identify genes in those affected by stroke. Dr Sharma has himself been involved in stem cell
trials for stroke in one of the few centres in the world currently undertaking this research.
Mary Reed, Project Manager at the University of Bath, spoke of the successful Community
Stroke Projects she had been involved in which addressed the fact that a lot of funds are
focussed on the acute side of stroke and fail to deal adequately with the rehabilitative side
once the person has returned home, resulting in poor outcomes. The aims of her projects
were to signpost services that were available, improve confidence so that people felt able to
attend community based stroke groups, improve general wellbeing. Results showed regaining social identity following a stroke is very important and positive. Healthcare professionals

Don’t miss the 2010 Conference in Cambridge on 08/05/10
—more details to follow!
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need to treat the person and not the stroke. Long-term support needs to mean long-term!
Services need to be designed to help stroke survivors have mastery over their own lives.
Another very popular and inspirational speaker was Robin Lamerton from Connect who
spoke about the Access to Life project in Cornwall. Following his own stroke, he had
experienced at first hand the difficulties a stroke survivor often faces when attempting to
retrain and gain new employment. He spoke of his experiences with aphasia, and problems
with expressing memory and comprehension difficulties to the Job Centre etc (The Invisible
Side of Stroke). He now works for Connect and runs the Access to Life project which
includes a befriending scheme, conversation group and HUBS - solving, networking and
influencing groups run by people with aphasia.
Paul Farrall from The Mobility Service explained the legislation regarding driving after a
stroke which states that people must not drive for one month following a stroke or TIA. There
is no need to inform the DVLA unless residual neurological deficits remain one month
afterwards. If a person has epilepsy, he or she is able to drive again after a 12 month period
providing there has been no further seizure. He was also able to provide comprehensive
detail about the practical assessment that many stroke survivors face so that they can be
deemed medically able to return to driving, and about the Motability scheme which enables
people to use their higher rate DLA to fund a new car, powered wheelchair or scooter.
Dominic Nolan, Clinical Engineer at the Department of Clinical Science and Engineering at
Salisbury District Hopsital, gave an enthusiastic and informative presentation about Functional Electrical Stimulation (FES) which is used to synchronise walking to help people with
dropped foot and has now received NICE approval. This is a procedure that has benefitted
many of our members - if you are interested, ask your GP to refer you to Dr Ian Swain as
funding should be available from your PCT. This service is also available on a private basis.
Stroke Survivors Stories followed from Steve George from Different Strokes East London,
Annie Diggins and Lisa Caswell from Different Strokes Cambridge and Dave Brand from
Different Strokes Preston who spoke about their own individual and personal experiences of
“Life After Stroke” and about their involvement in their local communities.
The conference concluded with a Question and Answer session, and the weekend itself
ended with the ever-popular Conference Dinner which took place in the Royal Hotel.
Our huge thanks go to Bob Watson and Janet McCulloch for all their hard work in
organising a highly informative and enjoyable event.
Most of the presentations are available to download from our website:
http://www.differentstrokes.co.uk

Looking for Work??? Suitability

from Leonard Cheshire is an

online resource backed by a team of Advisors that identifies the skills, talents
and experience of disabled job seekers and matches them with employers as
part of an online recruitment service.
For more info, call 08456 717 173 or email: innovation@lcdisability.org
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Kray and his mum Soniya tell how his
sudden AVM affected their family ...
Kray:

“Well here it is!! I'm Kray Mundy and I’m now 12
years old and this is my story about what happened to me.
On Fri June 6th 2008 at 6 o’clock I was out playing football
as usual. My friend George took a shot at me and it was
very powerful, so I headed it off the line. I then felt a slight
pain in the top of my head and thought it was just the start
of another one of my bad headaches so I didn’t care. Mum called me in to have my tea.
She asked me if I was ok and I said “yes”. I always had headaches so I thought nothing
more of it. I felt a bit dizzy and got a DVD and went up to bed. My arm and my hand felt
numb, I thought it was just from where I’d been sat on the floor and I went to bed.
In the early morning of June 7th I woke up paralyzed all down my left side. I was all
numb. I tried to get out of bed and to stand up but I couldn’t. I wriggled out of bed and fell
onto the floor, I tried to call mum and dad but I couldn’t speak, all that would come out
was a horrible groan. All I could do was put up my right thumb. I tried so hard to speak
as everyone was asleep. My brother Kydis was sleeping in my sister Shannon’s room as
she was sleeping at her friends. My baby brother Harry woke up and heard me crying for
help. He went into mum and dad’s room shouting "Kray Kray ... Kray Kray!” Mum and
dad woke up and dad came into my room. He shouted for mum to come quickly, shouting “Something’s wrong with Kray, quick!” Mum ran in and screamed. Mum rang an
ambulance really quickly. Mum and dad kept talking to me and telling me I was going to
be alright. The ambulance men didn’t know what was wrong with me, they thought it
might be a trapped nerve. They blue lighted me to the Bristol Children’s Hospital where I
had an emergency CT scan. They said I needed to go to the Frenchay Hospital as they
could not deal with this here. I was then blue lighted to the Frenchay and taken straight
into the High Dependency Ward. I then lost consciousness and I was ventilated and
rushed down for an emergency angiogram ... my mum will tell the rest.”

Soniya:

“Kray had an emergency angiogram where they told us that he had an
arteriovenous malformation (AVM) that had ruptured into his brain causing a massive
bleed and the blood clot had caused a massive stroke. His chances of survival were very
low. Kray’s brain surgeon came to see me and Kray’s dad and told us that he was taking
Kray down to theatre to put in an external ventrical drain (EVD) to relieve the pressures
in his brain. Kray was gone for 4 hours. We were told that Kray was critically ill and the
next 24 hours were critical. They told us that the AVM had ruptured twice into the brain
causing intracranial bleeding as well. Kray deteriorated the next day and we were told to
expect major open brain surgery on Monday morning. Kray could hardly speak and he
could still not feel the left side of his body. He was in a lot of pain as well. We faced the
most horrendous thing in the world ahead of us. We prepared Kray for the operation and
he was so frightened. I felt like I had died inside as we sat, paced, cried and just floated.
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Myself, Kray’s dad, my mum and brother waited for eight of the longest hours of our lives.
A wonderful nurse called Jo had gone into theatre with Kray, she was our angel. We prayed
and prayed, then Jo came to tell us that Kray had survived. I have never felt so many
emotions in my life. Over the next 48 hours we sat and watched as Kray was hooked up to
so many machines and there were so many questions.
Kray started to deteriorate on the Wednesday morning. He was rushed down for a CT scan
where it showed us that Kray's brain was swelling uncontrollably. He was in horrendous pain.
They decided that the only option to save his life was to induce a coma. Kray was ventilated
and put on life support for 3 days. He was transferred to the Children’s Hospital in a life support ambulance on Thursday. Nobody could tell us if Kray was going to make it. We were
warned about more brain damage due to the swelling. We stayed in the Ronald McDonald
House, the staff were amazing with their support and care.
Kray was excabated on Friday 13th June!! He did it, he
woke up and did extremely well! We were taken back to
the Frenchay on Saturday night. Kray's legs started to
twitch really badly and we were told the nerve endings
were dying, they weren’t—they were coming back! Kray
had intensive therapies up to 3 times a day. We were
told it could take up to 2 years to regain mobility. Kray
started to walk again 2 weeks after his huge stroke!! His
arm and hand were curled up and he could not feel anything but with his sheer determination feeling started to
come back!! After 2 months in hospital we were allowed
to go home - a true miracle! The whole hospital team in
High Dependency, PACU and the Barbara Russell ward have been amazing, true angels! As
for Kray's amazing brain surgeon Mr Mike Carter, we owe our lives to him and his superb
team. We thank you all.
This experience has been the worst of all our lives and living with a stroke is a daily task and
very challenging. Life has changed forever. Kray is a true fighter and never lets a challenge
stop him, he returned to full time education in September last year, 3 months after the stroke!
We have found that so many people are very ignorant to strokes as its an invisible injury.
More needs to be done to make people aware of brain injury. Our son fought so hard to stay
alive. Three times we were told to give him a "kiss goodbye"! He is a true miracle.”
Over 300 children have a stroke each year in the UK. Different Strokes has an information pack “Care After Stroke in Childhood” and you can obtain a copy by contacting
the Different Strokes office (contact details on back cover). Soniya Mundy has also
set up a website to support families who have been affected in this way—go to
http://www.childstrokesupport.ning.com.

See the new section for families on the message board at our website:
http://www.differentstrokes.co.uk. Its called “New Forum—Childhood Strokes”
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I am back at work and using a pc on a daily basis. I have
noticed that my shoulder is feeling very stiff which I believe to be indicative of repetitive strain injury from using
the mouse. Can you suggest how I might deal with this?
The problem you describe probably has a number of contributing factors: ongoing effects from the stroke (muscle imbalance, high or low tone, etc), nature of the work (stressful,
Chris Holloway
intense, long periods at workstation), postural (your sitting/
Occupational Therapist
working posture), and environmental (how your work station
is set up, what the immediate environment is like). Tackling these roughly in order:

Ensure you get up and move around, or sit back and carefully stretch, at regular
intervals. If you ‘Google’ “good workstation posture” and click ‘images’ you will see a
variety of pictures showing a reasonable sitting posture for working at a PC. Key
features are the height, angle and support of the chair (which should support your
back – particularly low back – without pushing you forwards and your hips should be
maybe an inch above knee level).
The monitor should be at an angle that you can see the screen clearly with your head
in a neutral position, depending on whether you have to keep looking at the keyboard
as well as the screen. The desk, keyboard & mouse arrangement should be such
that your arms are in a relaxed, semi-supported position, with gentle angles at the
joints, and your shoulders able to relax when in position for using each item. You
could practice assuming your work position and then letting your shoulders relax,
elbows soften, wrist relax and then try moving in that relaxed position; this will help
identify specific contributing factors.
As far as I understand it, each workplace can access the services of assessors who
can evaluate your work station and suggest alterations to minimise strain. I believe
this is covered under the umbrella of Health & Safety legislation & the Disability Act.

Ask the Expert

Continue any relevant exercises you were given if you had rehab following the stroke
and make sure you are able to identify when tension in the shoulder is increasing.
Practicing relaxation on a regular basis can offset muscle tension as well as
increasing your self-awareness so that you can recognise when you are getting
‘tight’. Bear in mind that the muscle group of the shoulder links directly to the muscles
of the neck, back and chest, so these areas will contribute to shoulder tension if you
are out of alignment.

How common are sleeping disorders in stroke survivors?
Since my stroke I only have about 4 hours of good quality
sleep. This is after 2 hours at a local gym.
Sleep problems are common in stroke survivors but need to last
for a while after the stroke for them to be considered a sleeping
disorder.

Wajid Qureshi
Pharmacist

Start by making a note of your symptoms. Are you experiencing
the following symptoms at night? - loud snoring; waking up frequently during the night, gasping for breath; increased sweating;
or just being unable to sleep or remain asleep throughout the night.

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

Email experts@
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Sleeping problems at night can also cause symptoms the next day, which may include: excessive daytime sleepiness; memory or attention problems; headaches; feeling tired; feeling irritable and low. Also, make a note of how long these symptoms last.
After making a note of your symptoms, see your doctor if you think you may have a
sleeping disorder. Depending on your symptoms, your doctor may arrange a sleep
test called a polysomnogram (PSG). This is an all-night painless test normally done in
a special sleep centre and will study your sleep patterns. Other causes of sleeping
disorder can be related to disturbance of sleep-wake cycles.

Treatment will depend on whether your symptoms are mild or more serious. Mild
symptoms can be improved by considering some changes in lifestyle such as reducing alcohol, giving up smoking, losing weight, taking on exercise and trying different
sleeping positions may help with breathing. For mild to moderate cases, your doctor
may advise use of a special dental appliance, which is worn at night. This helps open
up the airways and improve breathing. For some cases, a small portable machine
called continuous positive airway pressure (CPAP) may be recommended by a specialist doctor, which blows humidified air through a shot tube to a mask which should
be worn.
You should not seek aid of sleeping pills, as the cause of the sleeping disorder should
be established first. Sleeping pills can be addictive and should only be used if recommended by your doctor.
My husband recently had an epileptic fit after his stroke. It
came completely out of the blue and was very frightening for
both of us. Please could you provide more information for us
about why epilepsy can occur after stroke and what we can
expect for the future. Thanks.

Ask the Expert

So once diagnosed by the doctor, what are sleep disorders caused by? Many stroke
survivors have sleep-disordered breathing (SDB), which is caused by abnormal
breathing patterns. Sleep tends to be interrupted several times during the night. There
are several types of SDB, and most common is called obstructive sleep apnoea
(OSA). This commonly shows as breathing stopping for few seconds or more, many
times during the night. In OSA, breathing problems only happen during sleep and not
during the day when awake.

I am sorry to hear about your husband’s stroke. An epileptic fit can
occur at the same time as the stroke or at a time in the future following a stroke. From your question I assume the fit took place
after he had settled from his sudden stroke.
Pankaj Sharma
Neurologist / Stroke Expert

The reason this occurs is because of damage to the brain cells
from the stroke. The surrounding brain cells can become over
active as a result of residing next to the damaged ones. It is
this over activity that, if too great, can spread suddenly across the brain resulting in a
fit. Fits can recur but the good news is that patients respond well to anti-epileptic
medicine and if you have not seen your doctor about this you should do so.
There are several restrictions that apply following a fit such as driving, sports etc.
which again your doctor should be able to advise you on.

Email experts@differentstrokes.co.uk or write to the address on the back cover
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My recent stroke has caused my face to drop on one side. As
a result I have trouble eating and am dribbling. My face feels
like it has been numbed by the Dentist. Are there any
exercises or massage that would help speed recovery?

Jon Graham
Physiotherapist

Jenny Carkeet of Physiofunction on behalf of Jon Graham: It is
common following a stroke for your face to drop on one side causing facial asymmetry, difficulty in forming words and dribbling when
eating and drinking.

If spontaneous recovery does not occur within the first few months and muscle
wasting has occurred you may need to use Trophic Electrical Stimulation (TES) to
improve the health of the muscle and to remind your brain that you have two sides
to your face. A small and portable machine will deliver pulses to your face by means
of small electrodes and is used between 1 to 3 hours daily. You will need a facial
assessment by either a physiotherapist or speech therapist to decide which parts of
your face need treatment and agreed progression points.
Please note that while our panel endeavour to give the best advice based on
info provided, it is always advisable to have a face-to-face consultation with a
practitioner about any health issue that concerns you. Comments expressed
are general in nature & are not intended to provide specific advice.

Royal College of Physicians issues new guidelines
for using Botulinum Toxin (BT) to treat spasticity

Ask the Expert

In the initial few weeks it is important to: massage the face with
strokes towards the ear, support the cheek on the affected side
with your hand whilst talking, ensure that the affected side of the mouth is clean as
food can become lodged between the gums and cheek, use a straw to aid drinking
but ensure it is placed in the centre of your mouth and complete the lip seal with
finger pressure and not to over emphasise the movements of the unaffected side.

Local intramuascular injection of botulinum toxin (BT) is an established treatment
for spasticity, with strong evidence for its efficacy. New guidelines published by
the Royal College of Physicians, provide clinicians with the knowledge and tools to
use BT effectively. If used according to the guidance, BT can improve the lives of
those suffering from spasticity and of those caring for them, as well as reducing
the overall costs of ongoing care.
The guidance is essential reading for clinicians dealing with stroke patients.
More information is available in the General Information section of the Different
Strokes website which also contains a link to the RCP website.

Email experts@differentstrokes.co.uk or write to the address on the back cover
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BUY
TICKETS
NOW!

all about small charities

the small charity car draw
A brand new Fiat 500 could be yours!
Buy a ticket - £2 each - and give 95.2% to Different Strokes at the same time!
The FSI have organised the small charity car draw to help small charities*, like us, raise money
for our brilliant cause by offering our fabulous supporters a chance to win a brand new Fiat 500,
kindly provided by Zurich!

Buy tickets here: http://www.everyclick.com/using-everyclick/charity-car-draw or
www.differentstrokes.co.uk
Find out more here: www.thefsi.org/car-draw.html
Facilitated
online by

*

sponsored and
car provided
by

100% not-for-profit organisations with an annual raised voluntary income of less than £1.5 million.

The FSI, Registered Charity Number: 1123384
Licensed by the Gambling Commission: 019816-R-302937-001 (remote) and
019816-N-302938-001 (non-remote) www.gamblingcommission.gov.uk
Promoter: Pauline Broomhead, The FSI, 91-93 Great Portland Street, London, W1W 7NX

Would you like to be a Different Strokes media volunteer?
If you have had a stroke and would be happy to share your experiences with the media, we would love
to hear from you! Contact Eileen in the office on 0845 130 7172 or 01908 317 618 or email
info@differentstrokes.co.uk to let us know when you had your stroke, how old you were at the time
and how it has changed your life. We’ll then let match your details to media requests that come in &
contact you accordingly. Thanks for your help!
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What exactly is cholesterol and why can it be bad for you?
Cholesterol is a fatty substance which is found in the blood. It is
mainly made in the body.
Cholesterol plays an essential role in how every cell in the body works. However, too
much cholesterol in the blood can increase your risk of stroke and heart problems.

LDL cholesterol and HDL cholesterol
Cholesterol is carried around the body by proteins. These combinations of cholesterol
and proteins are called lipoproteins. There are two main types of lipoproteins:
· LDL (low-density lipoprotein) is the harmful type of cholesterol.
· HDL (high-density lipoprotein) is a protective type of cholesterol.
Having too much harmful cholesterol in your blood can increase your risk of having a
stroke or developing cardiovascular disease. The risk is particularly high if you have a
high level of LDL cholesterol and a low level of HDL cholesterol.

Triglycerides
Triglycerides are another type of fatty substance in the
blood. They are found in foods such as dairy products,
meat and cooking oils. They can also be produced in the
body, either by the body’s fat stores or in the liver.
People who are very overweight, eat a lot of fatty and sugary foods, or drink too much alcohol are more likely to have
a high triglyceride level. People with high triglyceride levels
have a greater risk of developing stroke or coronary heart disease than people with
lower levels.

What causes high cholesterol?
The most common cause of high blood cholesterol in people in the UK is eating too
much fat, especially saturated fat. However, some people have high blood cholesterol
even though they eat a healthy diet. For example, their body may produce too much
cholesterol or they may have inherited a condition called familial hyperlipidaemia or
FH.
The cholesterol which is found in some foods such as eggs, liver, kidneys and some
types of seafood eg. prawns, does not usually make a great contribution to the level
of cholesterol in your blood. It is much more important that you eat foods that are low
in saturated fat.
For more information on FH, please download the booklet Reducing your blood cholesterol from the British Heart Foundation website:
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http://www.bhf.org.uk/publications/view_publication.aspx?ps=1000139

How can I reduce my cholesterol levels?
To help reduce your cholesterol level, you need to cut down on
saturated fats (mainly found in animal products e.g. sausages,
bacon, pies; dairy e.g. butter, lard; also biscuits, cakes and pastries) and trans fats (these may be in chips from some shops and
restaurants, and may be in manufactured foods labelled as having
hydrogenated vegetable oil in, like cakes, biscuits and pastries)
and replace them with monounsaturated fats (found in peanuts,
cashews, almonds and pistachios—but beware the added salt, and avocado and olive
oil), and polyunsaturated fats (found in oily fish like salmon, fresh tuna and mackerel,
and vegetable oils such as sunflower oil). Use oils and spreads sparingly).
Eat oily fish regularly. Oily fish (salmon, trout, mackerel, sardines, pilchards, herring and fresh tuna) provides the richest
source of a particular type of polyunsaturated fat known as
omega-3 fats which could help to prevent the blood from clotting and may help to regulate the heart rhythm. NB any
girl/woman who is of child-bearing age should have a maximum of 2 portions of oily fish
a week, and teenage boys and men should have a maximum of 4 portions (this is due to
the heavy metals in fish).
Eat a high-fibre diet. Foods that are high in 'soluble fibre' such as porridge, beans,
pulses, lentils, nuts, fruits and vegetables, can help lower cholesterol.
Doing regular physical activity can help increase your HDL cholesterol (the
'protective' type of cholesterol).

More info is available on the British Heart Founda
tion website: http://www.bhf.org.uk or via the
Heart HelpLine: 0300 330 3311 (Mon to Fri 9am6pm)
You may also wish to contact Heart UK - a na
tional cholesterol charity for patients and their fami
lies which can help with specific enquiries particu
larly with Familial Hypercholesterolaemia.
Helpline: 0845 450 5988,
Email:ask@heartuk.org.uk
Website: www.heartuk.org.uk
Different Strokes thanks the British Heart Foundation for its assistance with this article.
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Councils could be breaking the law by refusing
to issue eligible disabled people with Blue Badge
parking permits, the government has warned
There has been a crack down on the Blue Badge system due to widespread abuse. Now some councils are being accused of being too strict in applying new
guidelines to stop any fraudulent use. The government has written to councils in England,
warning them they could be "unjustifiably and unlawfully" turning down those with
disabilities.
Under new rules, Blue Badge applicants have to receive higher rate mobility allowance or
show they have severe difficulties in walking. Behavioural or psychological problems are not
in themselves a qualification, and it is no longer GPs who decide who qualifies, but local
authorities.
Helen Smith, from Mobilise - a charity which represents disabled drivers - said strict
interpretation of the rules meant some people were being denied the badges.
"Unfortunately some people that should get badges aren't getting badges because councils
are interpreting the rules in ways that they shouldn't be interpreting them," she says. "This is
the problem when you have got lots of different councils, hundreds of them, interpreting
rules how they like."
According to Transport Minister Paul Clark, some local authorities have been interpreting the
rules incorrectly by turning down any badge applicant who did not meet the stricter criteria
that exist for higher disability benefits. "That is not the case and we need to make that
clear," he said. "Nobody must be denied the opportunity to have a Blue Badge if they meet
the criteria of the Blue Badge scheme."
But Mr Clark said some badges were being sold illegally or "misused within families".
"We want to make sure that the real people get those Blue Badges, they're able to use them
effectively and efficiently, and they're not crowded out by them being in the wrong hands,"
he added.
Mobilise is a UK charity that promotes mobility for disabled people. Its advice line
is open 9am- 4.45pm Mon to Fri on 01508 489 449 or email enquiries@mobilise.info

Vitalyz promote Seated Physical Activities for the
less able and run courses for care workers to enable them to deliver a range of chair-based exercises for less able persons. Course details along
with DVDs, Activity Equipment, Music CD’s and a FREE downloadable booklet are
available online from www.vitalyz.com. Vitalyz is involved with the Portsmouth Different Strokes group and provides appropriate exercises on a regular basis.
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WE NEED YOU – PLEASE HELP!
Different Strokes would like to increase the number of exercise
classes it offers to enable as many young stroke survivors as
possible to have access to rehabilitation and support.
At present we have approximately 40 Different Strokes volunteer groups throughout the UK who provide an exercise class
and social and emotional support for young stroke survivors. These groups are run
by stroke survivors for stroke survivors and currently provide an extremely valuable
service where there is little alternative provision available.
We often receive calls from young stroke survivors where currently we cannot provide them with the support they need because they do not live in a town or city
where there is a Different Strokes group available.
So we are looking for volunteers (preferably stroke survivors or their carers) to run
groups in larger towns and cities where currently we do not have a group. This is a
rewarding role, and will give you an opportunity not only to help other people who
have experienced the devastating effects of stroke but also to improve current provisions for stroke survivors for rehabilitation and support.
If you think you may be interested in starting up a group with our support and live
near or in any of the following places we would love to hear from you:
Basingstoke; Bedford; Belfast; Birmingham; Boston; Bradford; Canterbury; Cardiff;
Carlisle; Carmarthen; Chatham; Chester; Crewe; Cornwall; Doncaster; Dundee; Edinburgh; Exeter; Gloucester Grimsby; Halifax; Harrogate; Harlow; Hemel Hempstead;
Hereford; Huddersfield; Inverness; Ipswich; Hull; Leicester; Lincoln; Liverpool; London (West and South West); Maidstone; Nottingham; Oxford; Peterborough; St Albans; Scunthorpe; Sheffield; Shrewsbury; Stafford; Stevenage; Stoke on Trent;
Stratford Upon Avon; Telford; Tonbridge; Welwyn Garden City; Wolverhampton;
Worcester; York.
We would also like to talk to you if you are interested in organising a Different
Strokes group in an area which is not mentioned.
Please contact Lorraine Ayres our Group Development Manager on 0845 130 7172
or 01908 317618 or email lorraine@differentstrokes.co.uk for further information
and a start-up pack.

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!
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“Just sit back and relax …”
Relaxation is a vastly under-rated activity. It is widely recognised that
stress and tension have negative effects on our lives, both physically
and emotionally, impairing our ability to function and our ability to
cope with things that would otherwise be manageable issues.
In addition to the usual day-to-day challenges, there can be particular effects following a
stroke (or related event), muscle imbalance being just one example. Regular practice of
relaxation can help to reduce stress, can even improve your immune response, and can
help you in your rehab if you are currently receiving any.
Always ensure that you take time to ‘come round’ properly after practicing relaxation, as the
lowered blood pressure might result in dizziness or falls should you get up suddenly after a
session. Note that it is best to check with your GP, consultant or therapist before trying
these techniques if you suffer from low blood pressure.
Here follows a range of easy-to-use techniques which you can experiment with; feel free to
try them all, and utilise those that seem most suitable for you, and if any of the imagery
doesn’t work for you, feel free to change it (e.g. if you don’t like beaches, imagine a garden,
or whatever suits).
Method 1 – The Big Sigh
This one is just what it sounds like – it can be done standing, sitting, or lying down (though
the latter is less easy) – and involves a big sigh. Decide in your mind to let go of any tension,
take a long breath in (not forcefully, just a little longer than a normal one), hold it for 1
second, then expel the air like a huge sigh, imagining all the tension in your body flowing out
with the breath, letting shoulders and everything else relax (except your legs if you are
standing!). Repeat this for a total of three times. Easy, quick, and effective.
Method 2 – The Warm Blanket
This technique needs you to use your imagination, and is best carried out sitting or lying.
Really try to get the imagery and feelings to be quite strong.
Let yourself settle down and just breathe gently for maybe a minute. Then imagine a warm
blanket has been placed over your feet, imagining the warmth penetrating deeply into your
feet really feeling it, and feeling the tension there being dissolved in the lovely warmth.
Really get involved in enjoying the warmth and relaxation. Then carry out each subsequent
stage nice and slowly.
Imagine it pulled up to your knees, and repeat the same effects for calves/shins and feet.
Then repeat up to hips, then next stage to waist, then to shoulders (chest and back), then
arms (one at a time, or together), then neck, and finally head; finally just spend a little time
feeling that warmth penetrating deeply and letting yourself totally relax.
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When you’re done, open your eyes, take a few normal breaths and reorientate yourself
to the room.
Method 3 – Just Breathing
This is a mindfulness technique and simply relies on you paying attention with focus –
you will keep being distracted by thoughts and ideas – just thank the thought for
coming in and let it float away like a cloud.
As with other techniques, settle yourself down comfortably, close eyes, and relax. Take
the three big sighs mentioned above then simply pay attention to your breathing, not
changing anything, just listening to it and feeling it. Just let the breathing take care of
itself allowing your attention to focus on it.
After a few minutes of this start to visualise each breath out taking away tension, each
breath in bringing with it a deeper sense of relaxation.
Every so often, maybe 5 minutes apart take one deep breath hold it for a few seconds,
then let it all the way out, and return to paying attention to the normal breath.
When you’re done, open your eyes, take a few normal breaths and re-orientate yourself
to the room.
Method 4 – Relaxing Scene (Beach)
This technique needs you to use your imagination, and is best carried out sitting or
lying. Really try to get the imagery and feelings to be quite strong. Feel free to use
different imagery to achieve the results you require.
Visualise the relaxing scene of your choice, bring to mind the colours, the textures,
notice as much as you can, and even immerse yourself into the sounds and feelings.
Spend some quality time there, and then when you’re done, open your eyes, take a few
normal breaths and re-orientate yourself to the room.
Method 5 – Rehab
Check with your therapist which movements to focus on, carry out your relaxation, and
then spend some time (about 10 minutes) very clearly and specifically visualising the
desired movement happening perfectly – there is an increasing amount of research
showing that this approach can assist in your rehab.
There are many scripts available for these (and other) types of relaxation. There isn’t
the space here to include scripts but if you have access to email you can contact me
via chris.holloway@derbyshirecountypct.nhs.uk and I can send you out a selection of
brief scripts to experiment with.
Get practicing, and enjoy.
Best wishes, Chris Holloway
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Different Strokes working with The ARNI Trust
Action For Rehabilitation From Neurological Injury (ARNI) is a national charity which
carries out the important work of helping stroke survivors to overcome the effects of
stroke, particularly by giving them the means to self-rehabilitate and grow individual
coping strategies. The mission of the Charity, from its inception, has been to provide
excellent rehabilitative care, because it is based fully around the lines of strongest
current clinical neurological evidence showing that neuroplastic change can be
stimulated by intensive task-related practice. The ARNI Trust therefore is enabling
those who are not physically able to do thousands of tasks that they were able to do
pre-stroke, to perform such tasks again. It was established in Dec 2008 that the ARNI
Team has assisted in the rehabilitation of over 1,000 people who have had strokes of
some varying degree. Instructors are chosen from the ranks of qualified PTs, all of
whom own their own training businesses. The matching service works extremely well:
the Trust has 30 Instructors around the UK working actively with a number of stroke
survivors with a predicted number of 50 by the end of 2009.
The system is currently being taught, on demand
from (and sponsored by) the NHS Stroke
Improvement services, to therapists and
professional trainers in the 28 stroke Networks
across the UK as part of a dedicated Exercise
After Stroke course. The North of England
Cardiovascular Network and the Beds/Herts
Cardiovascular Network are the first recipients.
The techniques have been taught to students at
Middlesex University (BSc Clinical Exercise) and
Brunel University (MSc Neurorehabilitation).
Three seminars a month disseminate the
knowledge to growing numbers of personal
trainers and physiotherapists around the UK as part of the ARNI Trust Bridging the Gap
Initiative. Its training will shortly be part of a study by Peninsula representatives of the
Stroke Research Network (SRN), part of The National Institute for Health Research
Clinical Research Network Coordinating Centre (NIHR CRN CC) which supports
clinical research and helps to facilitate the conduct of trials and other well-designed
studies within the NHS.
Any stroke survivor may apply to ARNI Central to look for stroke specific training. ARNI
Instructors show you the techniques you need to help yourself. Stroke survivors are
encouraged to complete a 2 day one to one intensive course with the Director to learn
as many techniques as possible before the match up to Instructors so that seamless
transfer can take place. For instance, last week, Beth, 38, from Wales came down to
the ARNI Central to train with her husband Jeff. Unmotivated and the possessor of an
electric wheelchair which was in use for most of the day, she left feeling confident that
she could walk without a stick.
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She also learned to conquer stairs, going to the floor and up from it autonomously (without
dragging herself up furniture!). All of these were ‘firsts’ for her since her rehabilitation
stopped.
These achievements were witnessed by our
professional trainer Stephen, the new DS
instructor in Colchester who came to witness
training first hand over two days and learn
further techniques. We know that he will be
able to apply the strategies he has learned
for his group. ARNI is now collaborating
with Different Strokes (DS) to train as many
Instructors as possible and is cutting all
training rates for the Charity. The course is
half-based at and accredited by Middlesex
University. Lecturers who help the charity
include leading authorities from the UCL,
including Dr Nick Ward from the Sobell
Department of Motor Neuroscience, Institute of Neurology. Instructors complete the course,
and are then ready to train you. To complement this formal learning, ARNI is about to publish
three manuals for stroke rehabilitation; written for the home rehabilitation market. The DS
Newsletter will be the first to inform you of developments.
DS members can get involved by volunteering to help with Instructors’ assessments as the
Trust works with Stroke Networks. For example, ARNI and the NECVN conducted a Master
Class and Guided Class in Newcastle for 14 applicants from DS and 14 Instructors on 2 nd
July 2009. 7 DS stroke survivors were able to be trained for a full session by the Director, Dr
Tom Balchin, and were guided through some of the best techniques that the Trust have
developed over 11 years: for example, getting up and down from the floor, how to turn
without losing balance and how to gain isolated movement back in paralysed hands. The
other 7 were each trained by two Instructors, who, as part of their assessment for the course,
collected information about the individuals which they then drafted into a 4 week training
plan. The Newsletter will keep you updated when ARNI is in the area.
Dr Tom Balchin would like particularly to use this opportunity to give public recognition to the
amazing efforts of stroke survivor Dominic Sankey in Brighton. He told us: ‘Without Dominic,
there would be no ARNI. Dominic was the very first person I trained, ten years ago now, in
the techniques I developed to deal with my partial paralysis left as a result of a subarachnoid
haemorrhage. I just thought it was a shame to keep them to myself! I also remember him
showing me an inspirational DS newsletter way back then!’
Anyone interested in training with ARNI should visit www.arni.uk.com as a first
instance. Please arrange to come for assessment and subsequent matching with our
Instructors across the UK. DS Instructors who require the Accreditation should
contact Lorraine Ayres at Lorraine@differentstrokes.co.uk.
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A Day in the Life of … Annie
Meet our Volunteer Cambridge
Coordinator – Annie Diggins
6.30am, stirred, but that is all. I lay there, looking out at the tops of the
trees, watching as they change shape, and feeling ‘I’m alive’.
At 8.15, I am rising, muttering to myself ‘I should have got up earlier’. I
ring Lisa and get her organised to pick up Ray and Mary. It is so nice that she is driving –
before, I had to pick her up, and the other two!
At 9.30, I am picking up Sue and all her bits and pieces, and going on to pick up Kris. By
10.30, I am at Scotsdales, and the others are arriving as well. I go in and we all go and meet
in the office, having our first cup of tea. It’s great now we are here with all the accoutrements,
that’s three electric wheelchairs, a walking stick or two, and two vehicles, and their
passengers (ten more members of the group), yet to arrive!!!
We have some members doing art, some doing needlework (more like yakking!), and some
working with computers. The computers have just been introduced and we have now
connected to the Internet.
The centre we are in is absolutely fabulous. It is the Cambridge Cancer Help Centre, based at
Scotsdales Garden Centre, and we are so lucky to be included with them. It is like having a
wonderful fairy godmother: looking around this beautiful centre and having such wonderful
friends makes us feel all is well with the world.
At 4pm, we have to gather all the troops together and take them home, and then, at about
6pm, I can go home myself.

Would you like to become a Different Strokes volunteer?
There are opportunities all over the UK—log on to www.differentstrokes.co.uk/jobs
or ring 01908 317618 or 0845 130 7172 to find out more.

How to Help! I’m sure you’ve read how the current recession is
hitting charities and Different Strokes is no exception. There are ways
to help that cost nothing ... 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? Register
at www.everyclick.co.uk to make Different Strokes your chosen charity
and use it every time you surf the internet! See if you can persuade
local clubs, businesses, schools to adopt us as their charity or get other people to donate!
If you’re getting married visit www.thealternativeweddinglist.co.uk. Jo can help with
fundraising for any event you can think of from a cake sale to a Parachute Jump! Contact
her at the office for more ideas!
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BOOK REVIEWS
One-handed parenting: a practical guide for
new parents from Disability, Pregnancy & Parent-

hood International
Available free to disabled parents and parents-to-be, and at a cost
of £6.00 including p&p to others. For further info or to order a
copy of this guide please contact:
DPPI Info Service, Unit F9, 89-93 Fonthill Rd, London N4 3JH
Tel: 0800 018 4730, Email: info@dppi.org.uk
“This is a clear and concise information booklet. It doesn’t go into great detail about
anything but highlights all the major areas of concern for disabled new parents such as
safety at home, handling, feeding, nappy changing, bathing and car safety.
It is written in a clear non jargonised language, using a few diagrams and appropriate
anecdotes to illustrate points. If it doesn’t have tips in the text it directs you to useful
organisations, so further research is the responsibility of the reader.
I was impressed by the list of useful organisations and resources.”

Coping With Life after Stroke by Dr Mareeni Raymond
ISBN 978-1-84709-058-4 Published by Sheldon Press, £7.99
“This book covers all the subjects from diagnosis, hospital care, tests
and treatments, recovery, nutrition, psychology and prevention of
further strokes. It also contains a list of support agencies and advice
and help for carers.
This book is sympathetically written, easy to read and understand
because it is written in plain English. It deals with all aspects of
Stroke from diagnosis to recovery, I particularly liked the high-lighted
sections which give useful tips. It covers all age groups, if not in detail it tells you who can help. It also helps the carers/family of the
stroke survivor giving them advice and people to turn to at what can be such a dramatic
life changing event. A good read which my husband and I would have found useful in the
early days after my stroke.”
Many thanks to Genise Turnbull for reviewing these books for us. If you’d like to write
future reviews, email info@differentstrokes.co.uk with your contact details.
Ricability has recently updated its guide “Motoring After A Stroke”, produced in
conjunction with Different Strokes, the Forum of Mobility Centres and the Stroke Association. Free of charge copies are available from the Different Strokes office.
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AFTER A STROKE

Six weeks now have come and gone
And somehow I'm still "holding on"

My poor bewildered, battered brain

I'm looking round and I can see

Coping with the stress and pain

Others are much worse than me.

Is my hoping all in vain?

I must be brave and I must fight

Will I ever walk again?

Not wallow in my sorry plight

Thinking of my former life

And try to smile and not complain

Happy just to be a wife

To say "I'm going to walk again!"

Married to the best of men

By June Richards
Patient on Stroke Rehabilitation Unit
Mount Gould Hospital, March 2009

Can I be a wife again?

Would you like to help with a study by the NATIONAL AUDIT OFFICE
into Assessing improvements to stroke services since 2005, and
identifying current gaps in service?
This study of the opinions of people with stroke (and their carers) is part of NAO
fieldwork into the provision of services for people with stroke. The NAO will report its
findings to Parliament later in 2009, and hopes to identify ways in which stroke services
could be improved.
The study represents a unique opportunity for people with stroke (and their carers)
to identify issues in stroke services in England that people with stroke believe should
be brought by the NAO to the attention of Parliament.
The survey is being conducted online on a specialist survey website, so allowing
everyone who takes part to remain ANONYMOUS. PatientView, an independent
researcher and publisher, is administering this for the NAO.
The deadline for taking part in this NAO survey is Friday, 28th August 2009.
To enter the NAO’s stroke survey, please take part online at:
NAO stroke survey
https://www.surveymonkey.com/s.aspx?sm=CP6NeFmdf0EjBDbRbRwVJQ_3d_3d
or contact Louise Oatham of PatientView at info@patient-view.com and she can email
you the weblink or a pdf version of the questionnaire. If you don’t have access to the
internet, call Louise on 01547 520965 and she will post you a printed copy.
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Welcome to our new Lonely Hearts section
Dear Lonely Hearts
Attractive male aged 53, suffered stroke 12 years ago. Slight
speech difficulties. Would like to meet attractive fun female.
Likes pubs, films and music.
If you would like to make contact, please email links@differentstrokes.co.uk putting
code 101 in the subject bar, or write to Link Code 101, Different Strokes, 9 Canon
Harnett Court, Wolverton Mill, Milton Keynes MK12 5NF.
If you wish to place your own advertisement in future editions, please contact Jo at
jo@differentstrokes.co.uk or on 0845 130 7172 for more details.
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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 independence 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 message board to make
contact with other members, offer advice and share tips and strategies for coping
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 contact us or visit www.differentstrokes.co.uk and see the Regional Information section

Send Different Strokes Christmas Cards this year and all
profits will support younger stroke survivors ...
It might seem to be very early to be thinking of Christmas, but when you receive the next
newsletter you will probably have bought your cards so that’s why
we’re sending you details of Different Strokes Christmas cards now.
All the profits support younger stroke survivors:
Buy 1 pack and a stroke survivor can receive Newsletters for 1 year
Buy 4 packs and the Website can function for 12 hours
Buy 10 packs and the StrokeLine can operate for a day
See Christmas card flyer or contact the office for more info.

