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Different Strokes
Welcome to Newsletter number 43! Please feel free to contact us
with your comments and views, Survivor Stories, Ask The Expert
Questions, Lonely Hearts etc. If you have a book that you would like
to review for us, or an issue that you’d like us to feature, please get in
touch. Our contact details are on the back cover.
Our 2010 conference, looking at Work After Stroke and what it means to you as an
individual, took place in Cambridge on Saturday 8 May. Our thanks go to Annie
Diggins and the Cambridge group for organising a great line up of speakers and
hugely enjoyable day! For more information, read our conference report on pages 8
to 10. We’re now already looking ahead to 2011, more details to follow in due course.
Thanks as always to our many volunteers who have been giving their time and
raising valuable funds for us over the past few months. There are many different
ways that you can help, from jumping out of a plane like Alli on page 5 to buying a
pack of Different Strokes Christmas cards. If you would like to find out more, Jo has
plenty of ideas (see page 3) and would love to hear from you, so please get in touch!
If you are interested in getting involved with one of our local groups, contact
Lorraine for more information. She’d be particularly interested in hearing from you if
you are based in the Stamford or Clacton areas and would like to help with the setting
up of a network of brand new groups. See page 21 for more details.
Our warm congratulations go to Lisa Charlton, treasurer of Different Strokes
(North East) in Newcastle who has been awarded a MBE for voluntary services to
disabled people in Tyne and Wear. Setting up Different Strokes North East with
Tommy Allen 10 years ago was one of the key achievements that she is being
recognised for. We’re delighted for her and thank her for all her hard work for
Different Strokes over the years. She will meet the Queen to accept the award over
the summer and we’ll report more on her special day in the next issue!
Finally, we’d like to take this opportunity to give a warm welcome to our new
trustees: Carmel Brown, Vijayshankar Krishnan, David Portlock and Bob
Watson. Our board of trustees is now 100% made up of stroke survivors who
importantly all have personal experience of issues that our members are facing. Our
grateful thanks also go to our departing trustees, Brendan Eley and David Phillips,
who are leaving us after over ten years of voluntary service to Different Strokes.
Best wishes from all the Different Strokes Team
Eileen Gambrell, Newsletter Editor
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Fundraising
Every year we support over 10,000 younger stroke survivors with
information packs, newsletters, the StrokeLine, access to counselling
services, exercise classes and the website.
Of course this costs money, but did you know that you can help without it
costing you a penny? Old mobile phones and used printer cartridges can
be turned into funds. Contact us and we’ll send you a freepost envelope
to put them in, so you won’t even have to pay for a stamp. Why not get
family, friends and work colleagues to donate theirs too?
You can support Different Strokes every time you search the internet
by using Everyclick. On average each Everyclick user raises £16 a
year, so please register at www.everyclick.co.uk, and choose
Different Strokes as your charity. To help you to remember to use
Everyclick every time you surf the web, why not make it your home page?
Do you sell items on eBay? Did you know that you can choose
to donate a % of the sale price to Different Strokes? Contact
the office if you’re not sure how to do this.
If you’re sending Christmas cards why not support Different Strokes at the same time?
It seems very early to be thinking about Christmas, but by the time you receive our next
newsletter you may already have bought your cards. You should have received details
of our Christmas cards with this newsletter, but if not contact the office to see the range
and order at www.differentstrokes.co.uk/shop.
If you choose just one of these ways to support us then it will help keep Different
Strokes services safe. Remember – any help you give goes to work immediately,
supporting younger stroke survivors.
Jo Lewis: jo@differentstrokes.co.uk, 0845 130 7172 or 01908 317618

Why not receive your newsletter by email? This not only saves Different Strokes
the cost of printing and postage but saves the environment too! Just email
newsletter@differentstrokes.co.uk and ask to be added to the email mailing list.
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Families and Children
When your child has a stroke....
1. you find yourself grieving for the child you have lost
2. you feel scared and alone
3. you are in denial that your child is brain injured
4. you are trying to understand “stroke”
5. you experience trauma to your body as the shock sets in

Kray and Soniya

6. you start to learn to cope with a disabled child
7. you feel that nobody understands
8. you ask yourself, “where do I go next?”
Soniya Mundy (mum to Kray who had a stroke at the age of 11)

If you are caring for a child who has had a stroke, contact us for a copy of our child pack.
Use the Different Strokes group on Facebook or the message board at our
website: http://www.differentstrokes.co.uk to share experiences, coping
tips and strategies with other parents. Soniya has also set up her own support website
where parents can support each other at http://childstrokesupport.ning.com.
The Child Brain Injury Trust at http://www.cbituk.org has produced a
range of factsheets about acquired brain injury in children which include:



“Leaving Hospital—what should happen?”



“Referrals and second opinions”



“Changes in Behaviour”



“Education”

Download a free copy of the book “Managing Stress
for Carers” by Dr Ann Edworthy from the Parent
Support section on the Cerebra website:
www.cerebra.org.uk.
Counselling may be available through your GP surgery, health visitor
or other local voluntary organisation. Or you can ring the StrokeLine
on 0845 130 7172 or 01908 317618.
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Allison Adams - My Story (... and how I then found
myself jumping out of a plane for Different Strokes!)
My name is Alli and I am a shopaholic; there I’ve said it! Three years ago
this was my only problem. I had never been happier AND healthier! Let
me tell you my story…
I’m 38 years old, happily married to Joel and lucky to be a full time mum to
Katie and Daniel, although my first “baby” is Ebby my 11 year old black Labrador!
Three years ago I was training to do the “Race for Life” . Running has never been my
thing but I was getting into the swing of it and each time I went out I ran that little bit
further. I’d never been healthier with a good diet and regular exercise.
It was May and the kids were due to break up for Whit; we’d booked to go to Majorca
and were all looking forward to a bit of sunshine. I remember waking up early and
trying some shorts on. Joel had gone to work and the children were up and dressed for
school. I was making Daniel’s bed when “it” happened and I fell onto the bed.
I remember thinking to myself “right, get up now” and wondering why I was finding it so
hard to do so. Then the door bell rang and I managed to get to the window to see who
it was. It happened again, I fell and it was much harder to get up this time. Katie had
opened the front door ... how many times do you tell your children not to answer the
door? (she was only 6 at the time) I am SO glad she didn’t listen to me that day!
I managed to get up. I thought I walked down the stairs but Katie tells me I virtually fell
down! I hadn’t got a clue what was going on and having managed to get to the front
door, I stood up and immediately fell again on the plant pots. My heroes were the
Green Clean Team - they were waiting for me to open the gate to clean the wheelie
Bins and in the end they jumped over the wall and came running to help me. They later
told me they thought I was drunk and were worried about the children but when they
couldn’t smell alcohol they knew something more serious was wrong.
At this time all I could do was smile, I couldn’t speak. I knew what I wanted to say but
just couldn’t get the words out! A neighbour came out and rang Joel - he came home
very quickly and I was carried into the car and rushed to hospital; all I wanted to say
was “get Mum for the children” - I can still see myself trying so hard to say “MUM” and
nothing would come out. I’d lost my speech and all feeling down the right hand side of
my body. Joel has since told me that he immediately thought it was stroke related as
my face had fallen too.
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I couldn’t have received better care at Wythenshawe A&E - the staff were amazing. I had
a CAT scan and an MRI scan within only a few hours of being admitted to confirm that I
had suffered a TIA. Thankfully there was no bleeding and they told me that I must have
had a blood clot somewhere on the left hand side of my body which would affect my right
side and speech. I was admitted to a ward and all I could think about was getting out in
time for my holiday the following week!
My speech started coming back within 4 or 5 hours, then my right arm became stronger
over the course of the next week. I recovered well and was soon up on my feet and
desperate to get out of hospital - I was making a very good recovery and exactly 8 days
later I was discharged (unfortunately too late for our holiday!). A few weeks after leaving
hospital I actually ran the Race for Life (if my GP asks I walked!).
I realise now how lucky I have been; my only lasting symptoms are that my right arm gets
very achy and uncomfortable when I’m tired and my toes remind me of chickens’ feet
when I’ve done too much! BUT I can cope with all that and I thank my lucky stars that I
wasn’t any worse! My handwriting has also been affected but thanks to chip and pin and
email it doesn’t really bother me!
Having a stroke has changed me as a person. I do get tired much quicker and this often
frustrates me, but I have to remind myself of the fact that I’m still here!
Anyway enough about 3 years ago, let me tell
you about the present day… A few months ago I
went as a parent helper to an activity centre with
my daughter’s class. Everything looked so much
fun and I soon found myself climbing up a treelike pole to stand on a very small plank then
jumping off to a trapeze; well if 9 year old
children could do it so could I! With 40 children
cheering me on I could do anything! I came
back from that trip so pleased with myself, I just
knew I wanted to push myself again. I asked
Joel what he thought I could do next and he
jokingly replied “jump out of a plane”!
The very next week my Different Strokes newsletter arrived. In that particular issue there
was a separate letter enclosed asking whether you could help raise money by doing
things like running a marathon OR JUMPING OUT OF A PLANE! Well I’ve told you
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I’m not a runner so jumping seemed my only option. The only
problem being I HATE heights!! I contacted Jo at Different
Strokes who was very helpful and told me what was involved. I
suppose I didn’t think of the actual jump - I just thought of the
money I could raise! I got to work in the playground, in my
husband’s office and anyone I bumped into! In no time I had
raised over £1000. Now all I had to do was JUMP!

That day came and I drove down to Tilstock Airfield in Cheshire.
I arrived at 8am and following the training and safety briefing we then had to wait for the
Great British Weather to hopefully turn. I waited and waited …. and waited. At 5pm the
clouds still weren’t parting, so I finally gave in and rebooked my jump for a few weeks
later. It didn’t take long for the day to arrive - this time I made sure I was the first to
arrive so that I would be on the first flight if the weather allowed! Everyone there all had
their own stories to tell; the staff were great and the atmosphere was amazing.
I had my refresher training and the next minute I was putting a rather flattering canary
yellow jump suit on and a very fetching hat! This was the only
point I started feeling a little “wobbly” ... I was actually going to
do it! It was funny because the instructor came over as I was
putting my suit on to ask if I needed a hand - I asked him if it
was that obvious I was shaking..!! However, from that point
there was no time to think about what I was doing, no looking
back; I found myself actually really looking forward to it!
There were 6 of us in the tiny plane. I remember looking out of
the window and asking if we were about half way now - in fact
we were only 2,000 feet up! The atmosphere in the plane was
great and I couldn’t believe at this point I was really NOT scared. It took about 20
minutes to get to 10,000 feet and then it was time to jump. IT WAS AMAZING!
Freefalling at 130mph for 30 seconds before the parachute opens. It was so peaceful,
yet exhilarating. It was an experience I will never forget and one that I am so proud of!
The only thing I would change would be my landing; let’s just say Harry Hill would pay
good money for the video!
Thanks for reading my story and thanks to Different Strokes for their fantastic work!

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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Different Strokes Conference Report 2010
The 2010 Different Strokes conference took place on Sat 8th May at the David Rayner
Building in Cambridge. The theme of “Work after Stroke” attracted a great turnout.

Sarah Welsh, Chair of Trustees, welcomed everyone including four
new trustees, all of whom are stroke survivors: David Portlock, Carmel
Brown, Bob Watson and Vijayshankar Krishnan. Sarah also thanked
Brendan Eley and David Phillips, who recently stood down as trustees,
for their support for over a decade.
Debbie Wilson, Chief Executive Officer, thanked Annie Diggins and
the Cambridge group for a fantastic job in organising the conference.
She explained that Different Strokes has had a good year. All the
volunteers have been trained for the Strokeline and there are now 4 new
exercise classes. Different Strokes has successfully raised awareness
of its services by sending out leaflets to half the GP surgeries and
hospitals in England. The aim is now to cover the rest of the UK. The
website is being upgraded after 13 years; and Debbie thanked the volunteers involved
in designing and maintaining the original site, especially Steve Gambrell.
Annie Diggins, the conference organiser, explained that she, along
with Lisa, Lorraine and Roy from the Cambridge group, is going to cycle
round the country in 2012 in order to raise money to start up new
groups where they are needed around the country.
The first speaker, Professor Karen Bryan, Head of Health and Social Care at the
University of Surrey, presented the Annual Moira Lister Lecture on a Work After Stroke
project she ed on behalf of Different Strokes. She explained the importance of work to
people’s self-perception and for their well being. This study uniquely uses stroke
survivors’ perceptions of the barriers they face rather than medical or social models. It
highlights the issues that stroke survivors face and how health care workers can work
with employers to facilitate a route back to work. Stroke survivors often need access to
longer term and/or later rehabilitation to facilitate a return to work
Professor Lorraine M Tyler, MRC Research Professor of Cognitive Neuroscience and
Director of the Centre for Speech, Language and the Brain reported on research into
the understanding of language, explaining that sometimes a new region of the brain
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Different Strokes Conference Report 2010
can be activated to do a task previously undertaken by a damaged part. She clarified the
difficulty in word processing that affects people with aphasia and provided suggestions to
aid understanding by keeping sentence structure simple and avoiding complex language.
Yash Bedekar, OT, spoke about the scheme in Tower Hamlets to provide longer term
support for people who want to get back to work. On behalf of the stroke survivor, a
consultant liaises with an existing or future employer to explain stroke and the individual’s
needs in order to plan for a graded return to work with any relevant access requirements.
Flexible help is provided for as long as required. Even when stroke survivors are back at
work they can still refer back to the scheme for advice.
Jerry Johnson, Finance Manager for Different Strokes, provided an
inspiring presentation on how his life has changed from having his
stroke to getting back to work. He also gave some very useful tips for
communicating with someone with aphasia.
Lisa Caswell from the Cambridge group spoke about
how she has met the challenges raised by her stroke
and is still improving. She has now been driving for a
year and works in a charity shop. Roy Carrier, also
from the Cambridge group, demonstrated the
difficulties of presenting with aphasia and received an enthusiastic
round of applause from everyone in the room.
Professor Jonathan Mant, Professor of Primary Care Research at the University of
Cambridge and Associate Director of the Stroke Research Network discussed stroke
research in primary care. The lack of research in this area is significant because the long
term care is carried out in the community. He explained how family members benefit from
support and also described the challenge of lowering blood pressure after stroke.
William Winterbotham, Physiotherapist Team Leader at Addenbrooke’s Hospital,
focussed on the physical aspects of returning to work after a stroke. People can improve
physically for a long time after stroke. Returning to work is not usually seen as a goal of
rehabilitation and more communication is needed between employers and health
professionals. He also discussed techniques for improving arm and hand movement.

The conference report and presentations are available on our website:
http://www.differentstrokes.co.uk

10

Different Strokes

Different Strokes Conference Report 2010 (cont. from p9)
Dr Andy Tyerman, Clinical Neuro-psychologist, described the psychological aspects
of returning to work. He highlighted the difficulties associated with the workplace and
colleagues in relation to the hidden side of stroke. The Community Head Injury
Service in Aylesbury runs a programme to support people returning to work by helping
them to understand their difficulties and learn coping strategies. It also organises
supported work placements and helps with job retention.
The final presentation of the day was given by Doctor Alastair Durrant who provided
an entertaining description of his journey since his stroke. With the support of
Different Strokes in Cambridge amongst others Doctor Durrant has managed to find
and succeed at some temporary work places. This was an inspirational speech and a
fantastic note on which to end the conference.

The conference report and presentations are available on our website:
http://www.differentstrokes.co.uk

CARERS RESEARCH
Are you a from an African-Caribbean background?
Do you spend several hours a day caring for an adult aged 18-70 years old who
has had a stroke? Would you like to influence change in services that allow
carers to take a break and receive £10 for doing so?
We have been commissioned by the Department of Health to find out about carers’
need for and experience of replacement care services (also known as respite care).
We’d like you to take part in an interview or a group discussion to help us do this.
Please contact David Williams on 020-7848-5418 or at david.williams@kcl.ac.uk

Migraine Sufferers
The Brain & Spine Foundation has produced a new factsheet on
Migraine for patients and carers. If you’d like a copy, call 0845
130 7172 or 01908 317618 or email info@differentstrokes.co.uk.
If you have a medical enquiry, call the Brain & Spine helpline in
confidence on 0808 808 1000.
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“What is Constraint Induced Movement Therapy and where is
it available in the UK?”

Many stroke survivors do not use their affected hand and arm for
everyday activities even though they have enough recovery to do
so. Instead they favour their unaffected hand. They may even for
example hold a jar between their knees, rather than support the
Jon Graham
jar with their stroke hand, and screw the top off with their
Physiotherapist
unaffected hand.

A modified way of doing this is using an oven mitten on the unaffected hand
and using the affected hand to perform some everyday tasks at home. Odstock
Medical produce a constraint mitten for home exercise called the C-MIT. It has
a high friction palm so users can still effectively grip a walking aid. In a recent
trial with the C-MIT, over 80% of participants found that it made them use their
stroke hand more and would recommend it to other stroke survivors. The web
link for this is http://www.odstockmedical.com/PatientsSite/C-MIT.html

Ask the Expert

Constraint Induced Movement Therapy involves restricting the use of the
unaffected hand forcing the individual to use their affected hand. The best
functional results have been shown in research studies where the unaffected
limb is restrained for all waking hours, except for specific two-handed exercises,
and the individual is forced to carry out activities using only their affected arm
for up to 2 week periods. This is impractical in most rehabilitation situations and
certainly at home.

ATRAS – Assistive Technologies for Rehabilitation of the Arm
after Stroke
Following a stroke many people have difficulties using their arm.
We would like to find out what people think about using technologies to help with
therapy for their arm.
We will be sending out a questionnaire in the autumn and your views are
important to us.
Please see the next edition for news of the questionnaire or go to the ATRAS
website: https://portal.nihr.ac.uk/sites/nihr-ccf/ATRAS/

Email experts@differentstrokes.co.uk or write to the address on the back cover
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It is not quite clear why stroke patients can get changes in their sleep/wake
pattern. These patterns often will improve spontaneously over time. Going to
sleep earlier and not drinking stimulants such as coffee late in the evening may
also help. In some cases a sleeping tablet at night may be helpful to ‘reset’ your
body clock but clearly this needs to be discussed with your doctor."
Please note that while our panel endeavours 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

Computing Classes For People With Aphasia

Ask the Expert

“I had a pontine stroke 8 years ago. Thankfully I survived
and most of the permanent side effects it left can be coped
with. Except the bodyclock problem which runs me and
my life. Given my completely irrational hours and random
sleep/awake patterns, I believe my pineal gland has been
damaged by my stroke. Thus it releases chemicals at the
Pankaj Sharma
wrong time, or in the wrong quantities, or both at the
Neurologist/Stroke Expert
same time, or not at all. This is the only explanation I
can advance for the bizarre hours that make up my daily routine now. I
would like to discover if there is any expert medical opinion available to
support or discount my theory.”
I am sorry to hear about your stroke and pleased to hear that you seem to be
adjusting to it, but I appreciate how difficult it must be. In terms of a change of
sleep/wake pattern following stroke this is not that uncommon. It is unlikely to be
due to damage to your pineal gland, although I obviously do not know your
medical history.

Speakability in Scotland is running small computing classes for
people with aphasia at Queen Margaret University Edinburgh
over the summer and again in October. Please email Graham
McGuire at graham@mcguire.org.uk for more information.
The National Institute of Conductive Education is offering
a free 10-week rehabilitation programme as part of research
funded by Birmingham City Council. Call Nicola Sandford on
0121 442 5564 or email nicky@conductive-education.org.uk

Email experts@differentstrokes.co.uk or write to the address on the back cover
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“How FES got me out of hospital and back to work”
by Peter Nicholls
I had my stroke at home in bed in April 2008. I was in hospital for thirteen weeks. My
walking was hampered by my foot. I couldn’t lift my foot at the ankle and the muscle
tone in my calf forced my foot down so that it was difficult to place it flat on the ground.
My physiotherapist organised for me to go to Sheffield to have an Odstock Drop Foot
Stimulator fitted. It was a miracle. I could walk safely on my own with a stick.
I returned to work as a Health and Safety Consultant in
December 2008. My employer initially understood and
helped me with a phased back to work programme. In
February 2009, I took the bold step of starting my own
health and safety consultancy. The timing felt right and I
managed my own caseload in line with my ability. Although
based in Oakham, I am now confidently covering the
Midlands. The task was made no easier by the fact that I
also had dysarthria and sometimes struggled to make
myself understood. Some of my old clients were very
understanding and I’ve been amazed how receptive new
clients have been. Fortunately with the aid of speech
therapy, I have come on in leaps and bounds.
Although the Odstock enabled me to walk, I became
increasingly frustrated by the positioning of the electrodes and the wires dangling
down my trouser leg. I looked on the Internet and found an alternative FES system.
This promised to do away with wires and the problem of positioning the electrodes as
they sit in special holders on the inside of the cuff that is placed around my leg just
below my knee.
I had an assessment and a brief trial through PhysioFunction Ltd. I was so pleased.
It did what is said on the tin - No wires and no hassle.
I looked into whether I could get funding through Access to Work. They were so helpful
with my application and I was delighted when they told me they would fund 5/7ths of
the cost – I have to pay for my weekend use which is fair.
Since my stroke, inspecting building sites has been a particular struggle. I am hoping
that as I make further improvements this will become easier.
Thank you FES!
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Do you trip or fall? Could FES help?
Jon Graham, Clinical Director, PhysioFunction.
Many stroke survivors find that they catch the toes of their affected leg as they
swing it forwards. This is often because they are unable to lift the foot up at the
ankle. The technical term for this is drop foot (or foot drop). It is caused by
weakness from the stroke of the muscles at the front of the shin. Tightness or
spasticity in the calf muscles can add to the difficulty of lifting the foot.
The most common solution for this is the use of a plastic splint worn in the shoe
called an Ankle Foot Orthosis (AFO), or a metal calliper attached to the shoe.
These fix the foot at a suitable angle so that the toes can clear the ground.
In the USA in the 1960s, researchers found that it was possible to stimulate the
nerves supplying the foot lifting muscles using tiny electrical currents. This was
termed Functional Electrical Simulation (FES). In the mid 1990s, the Medical
Physics Department at Salisbury District Hospital produced the Odstock Drop
Foot Stimulator (ODFS) which enabled this technology to be used practically,
outside of the laboratory. The ODFS uses a small footswitch placed discreetly in
the heel of the user’s shoe. When the weight comes off the heel, the switch triggers the stimulator which then conveys the electrical current via sticky electrode
pads to the muscle and the nerve supplying it. The muscle is then activated and
the foot lifts up at the ankle.
Not only does FES reduce trips and falls, it can also make walking faster and
less effortful. Over time the muscles can even relearn how to lift the foot without
the stimulator. The National Institute for Clinical Excellence (NICE) has declared FES as a safe and effective treatment for drop foot.
The ODFS has been further refined and is now called the PACE. It still relies on
wires: one from the foot switch to the stimulator and one from stimulator to the
electrode pads. Users have to position the pads for themselves.
Recently two wireless stimulators have become available in the UK: Walkaide
and Bioness L300. Both these devices contain the electrode pads in specially
shaped anatomical cuffs that fit just below the knee. The Walkaide has a built in
movement sensor that is trained to trigger the stimulator as the user starts to
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swing their leg forward. The Bioness L300 uses a wireless footswitch to ensure
effective triggering with every step. The absence of wires and the housing of the
electrodes in the cuff makes these devices easy to put on with one hand - which is so
important for many FES users

Walkaide

ODFS/PACE

Bioness L300

Many PCTs will fund the PACE FES at the National FES Centre at Salisbury or at
one its UK-wide satellite clinics. Walkaide and Bioness L300 are generally funded
privately. However, PCTs have responded favourably in some cases to funding
applications for these devices. The government-backed Access to Work Scheme has
also assisted in providing funds for these as mobility aids.
For further reference:
ODFS/PACE:/NHS FES Services www.odstockmedical.com
Walkaide: www.walkaide.com
Bioness: www.bioness.com
For independent information and advice on all THREE FES systems:
www.physiofunction.co.uk (East Midlands, Yorkshire, Oxford, London)
www.fesnorthwest.co.uk

(Cumbria. Lancashire)
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“Of course I’m bloody angry!”
Anyone with an understanding of what it is like to experience a stroke
will appreciate the anger that can accompany it. We have a picture of
how things should be, and when they aren’t that way there can be
anger, whether it seems reasonable to others or not.
So how can we deal with this anger we feel? There are many ‘formal’
routes of counselling and other psychological therapies, and support groups where one can
share experiences and difficulties whilst gaining advice and support. There are also things
we can try out ourselves; here is a selection.

Relaxation: practicing relaxation regularly (or meditation) can both offset the ‘tensing up’
nature of anger and eventually allow you to experience a more relaxed outlook; check out
previous issues of the newsletter, or the internet, for relaxation techniques.

Trouncing triggers: if we look carefully we can spot the ‘strategy’ we use when we
are getting angrier. Maybe there’s a certain event or word that sets us off, perhaps how
someone looks at us, or just simply that it’s all too much. When one of these triggers goes
off away we go; the trigger controls us. Keep a journal of ‘anger incidents’ to help identify
what your triggers are, and de-fuse them before they take control. Try to tackle one a week.

Other shoes: sometimes we just need a different perspective. This technique requires
you to move around, but do it in your head if moving around is difficult. In one chair, or place
in the room, sit and really consider what your anger feels like and what you are angry about.
Then move (and physically shake off the anger feeling) to another chair or place in the
room, leaving that ‘angry you’ in that first position; you are leaving ‘you’ there so that as you
move to another place in the room you can look back and visualise the ‘angry you’ across
there. From this new position, are there any new thoughts or feelings about the ‘you’ that
you can see across the room? Aim to get a different perspective, not to criticise yourself. If
nothing new stands out, try leaving this second position and moving to a third, from where
you can see the first ‘you’ and also the second one; see if this position helps. This is a
technique called dissociation, which allows you to get some mental and emotional
distance from the anger or angry ‘you’ which may allow your thinking to free up enough to
learn something new and maybe see a way out of the anger state.

Change state: this is a way of changing our mental state. Think about your anger and
see what images come to mind. See the mental image as clearly as possible. Rub that
image out, and then think of something that makes you really happy, or ready to fall down
laughing, or anything strongly positive. Rub that one out. Bring back the angry one with
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it’s image, and when you’ve got it, imagine pushing that image away, further and further,
off into the distance, so that it shrinks smaller and smaller; and when it’s right at the
extreme of your perception imagine it rushing straight back at you with a loud ‘SWISH’, but
the image has changed to the positive one you selected. Rub it out. Repeat 20 times,
getting the angry image, sending it off into the distance, then SWISHing it back towards
you as it changes to the positive image and feelings.

The open fist: when finding yourself in the grip of anger, let it build up and
gather like a thick cloud in your head and body. Tense a fist tightly, then
imagine this anger cloud gathering itself from all parts of your body into that
fist. Take a deep breath, and as you breath out just think about letting go,
opening the fist wide as if actually letting go of all the anger you collected there, then give
it a shake like you’re trying to throw off something sticky like marmalade.
One of the main blocks to leaving anger behind can be that we feel justified – “anyone
would be angry in my condition” – there may be truth in that, but as Buddha is reputed to
have said “Holding on to anger is like grasping a hot coal with the intent of throwing
it at someone else; you are the one who gets burned.”
Chris Holloway: chris.holloway@derbyshirecountypct.nhs.uk

It helps to get things off your chest at times—share experiences and discuss coping
strategies via the Different Strokes group on Facebook or the message board at our
website: http://www.differentstrokes.co.uk.

Aphasia Research Update
A number of Different Strokes members have now taken part in the Wellcome
Trust Centre for Neuro-imaging, UCL’s research study looking at how the brain
recovers language function after stroke.
Early findings indicate that recovery from language difficulties associated with aphasia
continues for at least 10 years in the majority of patients and as much as 20 years in some.
As well as providing hope for stroke survivors with aphasia, these results may help support
other studies investigating how the recovery process can be speeded up over time.
Anyone who has had a stroke (regardless of whether they have language difficulties) and is
interested in taking part in the project should contact Louise Ambridge or Matthew Lawrence
on 020 7833 7455 or 07984 111 585 or e-mail stroke@fil.ion.ucl.ac.uk.
Participants must be happy to travel to London to have an MRI brain scan, transport costs are
provided. Participants will be offered a CD or picture of their brain images and can request
feedback on language assessment results. www.fil.ion.ucl.ac.uk
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Meet Our Volunteer ...
Tabitha van der Does
Chair of North Norfolk Different Strokes (NNDS)
(www.northnorfolkdifferentstrokes.org.uk)
So how did I get involved with NNDS? I had a TIA in January 2009 which sort of coincided
with my husband Cornelis (a Bowen Therapist) giving a talk to NNDS. When I escaped
from hospital back to the safety of my own home I went along to a meeting and found a
group of funny, active and friendly people.
My confidence at the time was at an all time low but NNDS embraced me and I felt at
home. A few months later I was coerced into being the Chair - I don't remember agreeing to
it but I thought 'oh well - can't be that bad'. This
was swiftly followed by bureaucracy, red tape and
legislation but as an ex-Foreign Service Officer
and a publisher/editor I’m used to this and
decided whatever happened, whatever mistakes I
made, it would always be fun!
Fun is the operative word for NNDS - as well as
the weekly exercise session, we’ve gone as a
group to the 02 arena, bowling, aqua-aerobics, Butlins, the Broads, for suppers, to the
theatre, cinema, and we still have Belgium, The Netherlands, Germany, a Medieval Banquet
and Woburn Safari Park to look forward to!
Of course, there is a very serious side to our group. We are a strong support group for each
other and all those who join us. We share the tears, sadness, bereavement, frustration, fear
and anger we all experience. Someone is always there at the end of a phone or e-mail.
Fundraising and grant applications are extremely important and Sandra, Doug and I spend
hours searching, filling them in, waiting and then (hopefully) banking the cheque.
Something I would encourage you to do is befriend someone on the StrokeLine. I decided
to volunteer and as I am nowhere near Milton Keynes, it was decided I’d call from home. Its
a rewarding experience as the people on the other end of the line share their lives with you.
Just a few personal bits: I am 59, Canadian/British, and have lived and worked all over the
world. I speak 4 languages, am married to a Dutchman, no children, two cats, one dog, am
very straightforward, have Lupus & Hypermobility Syndrome (healthy all my life until 3 years
ago - decided to go for the 3 for the price of 1 option), live in north Norfolk but am a city girl
at heart. My passions are poetry, art, music, nature, film & falconry. So that's me.
Thank you to Tabitha and to all our many volunteers around the country. If you’d like to get
involved, log onto www.differentstrokes.co.uk/jobs or contact the Different Strokes office.
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21

Group Development—Regional Update
There are now 44 Different Strokes exercise groups. Details of
them all can be found on the website under “Regional Information”,
or please call us on the number below to find out where your
nearest group is.
Over the last 18 months volunteers, with the help of Head Office,
have opened new groups in Birmingham, Lincoln, Bournemouth, Norwich and South
Leeds. I am are currently working with volunteers to open new groups in Northampton,
Clacton, Worthing, North West London and South London.
I receive lots of fantastic feedback about the existing exercise groups, particularly
about the beneficial effects of exercise on functional movement and the levels of social
support provided. My target for the next 3 years is to increase the number of exercise
groups to 60, so that many more stroke survivors, who may currently be feeling very
isolated, can enjoy the benefits. I am sure this will keep me very busy.
There are lots of challenges to opening new groups, particularly as exercise instructors
often charge up to £35.00 per hour and halls and venues also charge hourly rates.
However, it is possible to overcome these barriers, and when I work with volunteers
who are interested in setting up new groups we are usually successful in obtaining
venues either at reduced rates or free of charge. I work with the volunteers to identify
seed funding, which we have received from a wide range of sources.
Recently there have been some new developments in qualifications available to
exercise instructors, and there is now a Level 4 Exercise after Stroke instructor’s
course which has been developed and accredited by Queen Margaret’s University in
Edinburgh. Of course, many exercise instructors have been taking Different Strokes
exercise classes for a number of years without being qualified to Level 4, and the level
of instruction they offer and the experience that they have of the problems experienced
by stroke survivors is extremely valuable. We welcome any initiative which will result in
improved rehabilitation.
Finally, we currently have seed funding to set up exercise groups in Stamford and
Clacton. So anyone interested in working with me to set something up in these areas,
or any other town or city where we currently don’t have a group, please do make
contact with me.
Lorraine Ayres: lorraine@differentstrokes.co.uk, 0845 130 7172 / 01908 317618
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Book Reviews
Stroke Survivor: A Personal Guide to Recovery
by Andy McCann
“True to its title, this book tells how one man, devastated by having a
stroke at a young age, fights back to health and happiness; from being
a victim to becoming a survivor with his own programme of recovery.
The last thing Andy McCann, a very active and fit 37 year old,
expected to suffer from was a stroke when he was in the middle of instructing a martial
arts class. At the time he was an Assistant Head Teacher at a secondary school,
teaching PE.
The book is usefully divided into sections, including Andy’s step-by-step toolkit for
recovery, current biological information on the brain, nutrition, post stroke fatigue, positive
thinking, orthodox and alternative therapies and even dealing with the financial impact of
stroke. It also includes other stroke survivors’ stories, a glossary of terms, reference
section and useful contacts.
Families and friends of stroke survivors will also find this book very helpful in gaining a
better understanding of the silent side of stroke; Andy talks about his feelings during the
various stages of recovery and his emotional struggles of confidence and self-worth and
how it affected those around him.
This was a book that I couldn’t put down as, although obviously sad and moving at times,
it was interspersed with humour that had me laughing out loud, especially when he
recounts his attempt at boarding guide dogs as a potential new career.
Andy says “I have learnt more about myself in the last 24 months than I would ever have
thought possible and although it has been difficult to deal with, it has been immensely
empowering”. He has now used his experiences to set up his own business which
provides personal and business skills training and coaching.
Andy is indeed an inspiration to anyone who finds their life shattered by stroke. I can’t
help feeling that his sheer determination, optimism and ‘never say die’ approach has
been the reason for his success in returning to a full and rewarding life.
He is an example for us all to follow and I would recommend this book to anyone whose
life has been changed by stroke, survivors and their families, as its positive attitude would
encourage anyone in the process of rebuilding their lives.”
Book review by Pauline Sparling
ISBN 978-1843104100 Published by Jessica Kingsley Publishers, RRP £12.99
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Book Reviews
A Stroke In The Family by Valerie Eaton Griffith MBE
A book on stroke recovery techniques for family and friends of stroke
survivors. Recently republished to include updated info.
“Valerie Eaton Griffith works as part of a teaching team that has
developed a series of exercises and games to stimulate the brain.
Also she was actively involved with helping Roald Dahl’s wife Val
recover from a series of massive strokes.
The book starts with an introduction from Roald Dahl, setting out the practicalities of having a
stroke and how this affects the family’s day to day routines. He offers advice as to how to
implement Valerie’s techniques whilst running a household.
It then explains in detail how to recruit volunteers and boost their confidence so that they can
assist with rehab for the stroke survivor. There are specific exercises such as making
crosswords and word matching games plus lots more which are aimed at exercising the
brain to help with memory loss, concentration and recognition. There are lots of excellent
ideas as to how you could use resources which are probably already available in your own
home, saving you going out and spending lots of money buying things to help with recovery.
Some of the ideas I thought were great included using playing cards, jigsaws and dominoes.
The other great thing is that you do not have to think up how to structure your sessions or
what material to use as it is all listed or you in layman’s terms.
An excellent read, in a very easy format. I read this in 45 minutes and I would recommend
this as a useful tool to assist families who maybe cannot access brain training resources!”
Book review by Caroline Peach
Available from www.eastkentstrokes.com at £7.20 plus £2.75 p&p or call 01304 840196 / 01233 840448

If you’d like to review a book for us, please get in touch with your contact details. Thanks

USEFUL TIPS—we’d love to hear yours!!
AVON now sells a one-handed lipstick—the “Pro-to-Go” lipstick is priced at £7.20 and is
available online at http://avonshop.co.uk/product/make-up/lips/pro-to-go-lipstick.html or ask
your local AVON representative.
If you have any tips to share with other readers, email them to info@differentstrokes.co.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
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—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 download copies of our info 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 Regional Information

Changes to Disability Benefits in June 2010 Emergency Budget
The Government announced a medical assessment for Disability Living Allowance to affect
new and existing claimants from 2013.
Any DLA assessment needs to take into account the complex needs of people recovering
from the far-reaching impacts of stroke. Many stroke survivors rely on disability benefits for
their income and we are concerned that the introduction of a blanket medical assessment
could mean people are wrongly assessed as not needing the allowance.
Benefits and Work produces a range of guides for members
making Disability Living Allowance, Employment and Support
Allowance, and Incapacity Benefits claims or appeals. Go to
http://www.benefitsandwork.co.uk or call Different Strokes.

