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at http://www.differentstrokes.co.uk/shop or call 0845 130 7172

Tel: 0845 130 7172 or 01908 317618 ~ Fax: 01908 313501 ~ Registered charity No: 1092168
Address ~ 9 Canon Harnett Court, Wolverton Mill, Milton Keynes, MK12 5NF

2

Different Strokes
Welcome to Newsletter number 44! 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, CD, brain training game, or
anything else that you’d like to review, or an issue that you’d like us to
feature, please get in touch! We also love to share your recovery tips
and useful ideas. See the back cover for our contact details.
A big thank you 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 hosting a golf day or martini night like Stuart and Trish
Carpenter on pages 6 to 8 to a sponsored walk or bike ride (see page 3), to buying a
pack of Different Strokes Christmas cards which not only raises funds but also helps
raise awareness of our charity. 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 Manchester, Southampton or Chelmsford areas and would like to help
with the setting up of a network of brand new groups. If you live in the Borough of
Camden in London and are interested in attending the workshops for stroke survivors
and their carers, please let her know. See page 21 for more details.
We are currently looking for volunteers to take part in focus groups to help us
develop and improve the information that we send out. We’d love to hear from you if
you are a stroke survivor, the parent of a child stroke survivor, a carer, or a healthcare
professional working with younger stroke survivors. You may have aphasia or cognitive
difficulties. You may or may not have returned to work. We want to hear from you in
any event! You don’t have to be based in Milton Keynes as we could send the
information to you by email or post. If you are interested in taking part, please email
jodie@differentstrokes.co.uk or call the office for more details. Your views are important
and we value your input.
Finally, its still not too late to buy Christmas cards! - Call 0845 130 7172 or order
online at www.differentstrokes.co.uk/shop or call 0845 130 7172. All profits are directly
used to fund our services and support younger stroke survivors!
Wishing you all a Happy Christmas 2010 and all the best for 2011
From all the Different Strokes Team
PS If you’re waiting to read about Lisa Charlton, treasurer of Different Strokes (North
East), receiving her MBE from the Queen - Lisa will be in the Spring issue!
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Fundraising
On 26th September a team
from Different Strokes Central
Services ran, walked and
wheeled their way round the
5km Big Fun Run at Willen Lake in Milton
Keynes. They raised a brilliant £1383.75 for
Different Strokes and despite the drizzle a fun
day was had by all.
Mike Druce, one of our trustees, cycled from
Land's End to Oxhill in Warwickshire in June with
his team Vanessa, Brian, Hugh, Graham, Liz, Steve and Nick with John the support
vehicle driver. They started training back in March and by June they were ready for
their 7 day adventure where they cycled 325 miles with 50 hours of cycling and 5 hours
of map reading! Between them they raised
a fantastic £5,441.72. You can find out
more about the teams adventures at their
blogspot: http://
cyclelandsendtooxhill.blogspot.com/
We’d like to give a massive thank you to all
our supporters who make such a difference,
we literally depend on your fundraising and
donations to continue the work that we do.
If you’d like to raise some money for Different Strokes we have many events that you
can take part in. It can be anything from a 5km walk/wheel to jumping out of an
aeroplane or how about a trek in Peru or a bike ride from London to Paris? If all that
sounds a bit too energetic we have lots of other ideas – sponsored cream cracker
eating? If you want any more information, please get in touch.
Jo Lewis: jo@differentstrokes.co.uk, 0845 130 7172 or 01908 317618

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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Meet the Different Strokes Trustees - Who are They?
Sarah Welsh (Chair)
Sarah is Director of Resources at the National Council for Voluntary
Organisations (NCVO) and has over 20 years experience in the
voluntary sector. After training as an accountant, Sarah worked for
many years as Director of Resources at Friends of the Earth. She had
a stroke in 1997.
Mike Druce
Mike worked as an oil company executive until he suffered two strokes
at the age of 31. He also set up his local Different Strokes exercise
group. Mike represents Different Strokes on the Aphasia Alliance and
the West Midlands Stroke Interest Group.
John Horan
John, a member of the Central London exercise group, had his stroke in
December 1999. He is a barrister specialising in disability rights,
discrimination and employment, and advises the Board on legal issues.
Keith Wood (Treasurer)
Keith Wood is a chartered accountant who suffered a major stroke in
1997 when finance director of an NHS Hospital Trust. With a keen
interest in health issues, he is a non-executive director of an NHS Care
Trust and has been a trustee of Different Strokes since 1999; he is also
trustee of a local hospice.
Carmel Brown
Carmel works for the counselling charity Relate. After working as a
marketing manager for a number of years she now manages the
training and marketing groups for a Relate centre in NW London. She
was introduced to Different Strokes in 2001 after she had her stroke.
Bob Watson
Bob trained as a marine engineer before a long career as an NHS
hospital Estate manager. He suffered a stroke on Christmas day 1996
& since then has set up several Different Strokes exercise groups. He
is a member of the N Somerset PCT Stroke Strategy Group; the Avon,
Glos, Wilts and Somerset Cardiac/Stroke Network & the Rehabilitation
Working Party.
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David Portlock
David is a Business Consultant working with small and medium size
businesses. Having started as a sales and marketing manager, he
went on to be managing director of a number of food companies
over a period of 20 years. He suffered a stroke in 2002.
Tim Wells
Two years after leaving university Tim had a stroke during surgery to
remove a benign tumour from his pituitary gland. This resulted in
aphasia. He is a Chartered Electronics Engineer with more than 10
years experience.
Vijai Krishnan
Vijai, a Chartered Accountant, is a specialist internal and technology
auditor. He suffered a stroke in 2006, while undergoing brain
surgery. He has experience of the charity sector both in the UK and
India.

Advertisement
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My Story — Stuart Carpenter, stroke aged 44
It was December 11th 2006, we had just returned from a holiday visiting
relatives in Australia. I was due to return to work that day. Suddenly the
room started spinning, I fell to my knees and started being violently
sick. This lasted several minutes and eventually I regained my
composure and went downstairs. Trish, my wife, noticed I was sweating
profusely, and looked very pale so I explained what had happened. We
decided to call the local surgery as I didn’t feel well enough to go there. The diagnosis was
an ear infection following the cold that I’d picked up in Australia, antibiotics were prescribed.
Two days later whilst watching the football I suffered a full blown stroke and found myself in
the back of an ambulance on the way to hospital. After several MRI scans it was confirmed
that a blood clot had caused a blockage and that I had suffered a left parietal occipital
stroke, the outcome of which was a visual field defect (right superior homonymous
quadrantanopia), memory retention issues, and limited functionality of the right arm, hand
and leg.
Four days later I was discharged and shortly afterwards began to use the internet to find out
what had happened to me, the short and long term implications, to enable me to develop
some sort of recovery and coping strategy. It was then that I found the Different Strokes
website. The information sheets provided me with a valuable source of information and gave
links to different websites that assisted in the development of my strategy for recovery.
Whilst striving to reach the horizon I understood it would involve many challenges, some
setbacks, but that determination, perseverance and persistence, all qualities that I’d been
encouraged to develop in my career in the fire service, would eventually yield results.
During my early research I identified acupuncture would be of benefit if started early enough
and could improve the rate and level of recovery, so I undertook a program of 20 sessions,
with at least two a week. After about 10 sessions I recognised an improvement in the
movement and function of my right arm and leg, along with my balance and co-ordination.
My short term memory had been affected; it was very difficult for me to retain new
information, so I developed a strategy that involved exercising my brain. My family bought
me a Nintendo brain trainer, and I also started to read the newspaper, at first this involved
one column at a time, trying to recall its content then one page and so on until I progressed
to paperbacks using a similar technique page by page, chapter by chapter. When I met
people for the first time I’d try to use memory association techniques, linking them with an
existing friend or relative with the same name, or someone famous.
As soon as I felt confident and able I started an exercise programme, this at first involved
walking my dog, then progressed to using my crosstrainer for 20 minutes which simulated
going for a run, and improved the coordination of my right arm and leg. I also benefited by
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My Story — Stuart Carpenter, stroke aged 44
going to the Fire Service Benevolent & Rehabilitation centre for injured firefighters in
Devon. Specialist staff assessed my condition and developed a specific programme
involving use of wobble boards, aero balls, and balance boards to help with my balance,
coordination, core stability and strength.
I was determined to play golf again. At first I could barely grip
my golf club, let alone swing it and hit a ball, but bit by bit, inch
by inch, I managed to rebuild all of the elements in the golf
swing. Over the next 18 months I increased my physical
abilities in all areas, playing golf to a handicap of 14, cycling
25 miles, running 5 miles. At times I overdid it, felt fatigued and
had to rest and recoup, but it was a small price to pay.
Throughout this time I’ve had access to
invaluable information through Different Strokes, and believe you
should always give something in return, so in August I arranged a
charity golf day, “Strokes for Stroke” at my local golf club
Orchardleigh. This was supported by family and friends and has raised
£175 for Different Strokes. Trish is also busy organising a Martini
Night for the girls to raise further funds.
After 6 months I undertook a staged return to my role in the Fire
Service. At first I was overwhelmed, struggling to maintain my focus
and concentration, but eventually with persistence, patience and determination I was able
to increase both the complexity and volume of the work that I undertook.
On a personal basis I have recently gone through a medical appeal process with the DVLA
to determine my ability to drive. I discovered that even though my eyesight did not meet
the required criteria in terms of my visual field range, I did meet the criteria to undergo a
medical and practical assessment. I secured the support of my medical Consultant and
provided evidence that my condition was stable and that I had adapted to my visual field
deficit. In July I passed a DVLA driving assessment and in the last month my licence has
been returned. I now have my independence back; 3 years ago I was told I would never
drive again!
None of this would have been possible or achieved without the support, encouragement
and understanding of my wife Trish, children Tash and Nick and support of friends and
colleagues.
I have written this article in the hope that someone somewhere will read it and realise
that with determination, support and encouragement they too can reach that horizon
and go far beyond!
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Research
An Exploration of Psychological Outcomes
What factors help people to adjust after having a stroke?
A research project at the University of Oxford is exploring the range of emotional
responses that people experience following a stroke. It plans to explore how different coping
responses impact upon people’s outcomes and hopes the results of the study will contribute
to improving rehabilitation services for stroke survivors.
The study involves four simple questionnaires which will be posted to you and will ask about:
1) your experiences following your stroke, 2) your current mood, 3) the way that you think
about your stroke, 4) your social support, and finally some basic demographic information.
You’ll be asked to complete two of the questionnaires again two weeks later to check the
questionnaires are reliable across time.
Stroke survivors throughout the UK who would be able to complete and return the
questionnaires are invited to participate in the study.
For more information, please contact Miss Sophie Dewar (lead researcher):
Address:

Isis Education Centre
Warneford Hospital,
Headington,
Oxford OX3 7JX

Tel: 07884 180590
Email: sophie.dewar@hmc.ox.ac.uk

Research exploring experiences of adult stroke
survivors and their parents
Who can take part?
You must have had a stroke between the ages of 18 to 65 years and be currently living with
your parent(s). We are looking for stroke survivors and their parent(s) to take part.
What is the purpose of the study?
Research suggests family factors are important in the recovery from stroke. The purpose of
this study is to invite you to share your experiences, in order to further understanding of
family needs following stroke. This will help provide information relevant for service
development as well as directly informing clinicians’ understanding of the impact of stroke.
What does it involve?
Stroke survivors and their parent(s) will be asked to take part in separate interviews that last
approximately 45-60 minutes. The interviews can take place at a date and location
convenient to you. Everything you share will be confidential.
Contact Lisa Jones (Trainee Clinical Psychologist) 02920 206464 or
Sara.Jones11@wales.nhs.uk.
REQUESTING FUTHER INFORMATION DOES NOT MEAN YOU ARE OBLIGED TO PARTICIPATE
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Families and Children
.

New guide helps disabled parents help themselves
The charity DPPI (Disability, Pregnancy & Parenthood International) has
launched a new guide for physically disabled parents about pregnancy,
birth and early parenthood. Packed with down-to-earth advice, the guide
aims to help both physically disabled parents, and health professionals,
to counter the misconceptions, fears and frustrations that can be
experienced. It also offers a detailed template on how disability in
pregnancy and parenthood could be better managed by all concerned.
* Pregnancy, birth and early parenthood – a guide for physically disabled parents is
available free to disabled parents. For more info, call 0800 018 4730 or email
info@dppi.org.uk. Website: www.dppi.org.uk

Returning to or starting school after a stroke
All parents want the best for their child and you may find that your child
needs extra help and support to progress at school following the stroke.
He or she may have problems with concentrating, remembering and
learning new information, with following verbal instructions in a noisy and
busy environment, or with planning and organising school work and their own time.
Your child may need a statutory assessment to find out what their difficulties are and
what help they need to learn better. Statutory Assessment is sometimes referred to
as the "statementing process" as it may result in a statement of special educational
needs for your child. The organisations below can provide information:
ACE has a guide entitled “Asking for a Statutory Assessment that can
be downloaded from its website http://www.ace-ed.org.uk. It also has
an advice line on 0808 800 5793.
CBIT has an information sheet entitled “Acquired brain injury and
education. Information for Parents.” It can be downloaded from its
website http://www.cbituk.org or call the helpline on 0845 601 4939.
HemiHelp has an information sheet on “Friendship and Popularity in
Mainstream Primary Schools. It can be downloaded from its website
http://www.hemihelp.org.uk/ or call 0845 123 2372.
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Families and Children
“My five year old son has right sided hemiplegia. For two years
he has been wearing Second Skin splinting to his right hand
and upper arm. The four fingers are now open and hypotonic,
the thumb is tight across the inner palm of the hand. He has no
grasp. Can you please advise me of the next step to encourage
dexterity and greater use of his right hand and fingers.”
Jon Graham
Second Skin (www.secondskin.com.au) is an innovative therapy
Physiotherapist

Hypotonic describes a muscle that is floppy and cannot be activated. There are a
number of ways to stimulate a muscle to contract. The individual or their carer can
gently tap the affected muscles or stroke them with their fingers, or brush the
muscles with a soft-bristled brush or an ice cube. Gentle massage and stretching
can help loosen tight muscles.
Electrical muscle stimulators (not TNS or TeNS machines) use sticky pads to
convey small electrical charges from the stimulator to the muscle to cause it to
contract. The sensation is often described as a strong pins and needles feeling,
and may not be tolerated by younger children and indeed quite a few sensitive
adults. The contractions can be strong enough to lift up the wrist and fingers if
applied to the top of the forearm, or bend the elbow if applied to the biceps.

Ask the Expert

company, based in Australia, but regularly runs clinics in the UK. It
tailor-makes tightly fitting lycra garments which are worn next to the skin. These
garments can be made for: the forearm and hand; the whole arm; or in some
cases a near complete body suit. The elasticity of the lycra squeezes the limb to
help reduce muscle tone and improve sensation. These garments can also have
plastic boning sewn into them to provide further support.

Putting objects into the individual’s hand (golf ball, tennis ball, rubber ball) and
encouraging them to squeeze whilst they are being stimulated is the best way to
develop grasping. The individual must be equally encouraged to release the grip.
Individuals generally re-learn how to grasp (close the hand) before learning how to
release their grip or opening their hand. Many individuals can benefit from using the
Saeboflex (www.saebo.com) which is a special splint that uses springs to help the
individual release their grasp. The Saeboflex is widely available in the UK and
children as young as 7 or 8 can be fitted with them.
I recommend individuals consult a Neurological Physiotherapist before attempting
any of these treatment suggestions, especially with regards to stretching muscles .

Email experts@differentstrokes.co.uk or write to the address on the back cover
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“Can you explain more about the causes of paraesthesia
and how the symptoms can be alleviated?”
Thank you for your question. A stroke is a condition that
damages parts of the brain. If part of the brain that is
responsible for touch sensation is affected then the ability of
the body to correctly handle such information is reduced.

Pankaj Sharma
Neurologist/Stroke Expert

However, if you find the symptoms particularly disturbing then there are a variety
of medicines that can be prescribed to reduce these symptoms. Those tablets
need to be taken regularly and daily for several months and occasionally 1-2
years. Your GP will be aware of the types of medication and should be able to
prescribe them. They are not available over the counter without a prescription.

“I had my stroke in May 2010 when I was 46. I am no longer
receiving physiotherapy but have been using putty at home to
try to improve the grip in my left side. I have been rolling the
putty around in my left hand but wondered if there are any
exercises that you could suggest that I could try that might
help. Thanks very much”
Jon Graham
Regular exercise can improve grip and fine-finger control. It is
Physiotherapist

important to work on both the muscles that close the fingers and
thumb, as well at those that open the hand.

Ask the Expert

Paraesthesia refers to the sensation of touch which is
handled by a specific part of the brain. Abnormal paraesthesia following a stroke
is a very common complaint. Often the symptoms are mild and reduce over time,
eventually disappearing.

For strengthening the hand in general, squeezing balls can be very helpful, but
you must relax the hand fully after each squeeze. Dropping and catching a
juggling ball alternately between your affected hand and your unaffected hand
can help with co-ordination.
For strengthening individual fingers, I recommend squeezing putty or blue tack
between individual fingers and your thumb. In the same session, I recommend
strengthening the opposing muscles using an elastic band: wrap it around your
thumb and your index finger, and stretch the index finger and thumb away from

Email experts@differentstrokes.co.uk or write to the address on the back cover
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each other. You can then repeat this with each of your other fingers. For improving
fine finger control, I recommend using a solitaire game-set with marbles or small
pegs. The Early Learning Centre stores have a range of educational toys that help
develop young children’s hand and eye co-ordination. These can be very beneficial
for stroke survivors to improve their hand control.
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 advice.

Do you suffer from memory problems?
The Brain & Spine Foundation’s information sheet “Memory
problems and tips on how to cope with them” deals with why
memory problems happen, short term and long term memory,
where memories are stored, how memory is assessed, tips to
improve memory and tips on how to cope with memory problems. Download it from
their website at http://www.brainandspine.org.uk/ or call 0808 808 1000.

The Equality Act 2010
From 1 October 2010, the Equality Act 2010 replaced various targeted pieces of antidiscrimination legislation such as the DDA. It does not change equality law in Northern Ireland.
Disabled people are now protected from indirect discrimination, making it unlawful to have a
policy which applies to everyone but particularly disadvantages disabled people. The Act also
introduces protection from "discrimination arising from disability", which occurs when a
disabled person is treated unfavourably because of something connected to their disability.
As before, businesses and service providers of all types have a duty to make "reasonable
adjustments" to ensure that people with disabilities can access their services to the same
standard as non-disabled customers. If you believe you have been discriminated against,
harassed or treated unfairly by a person or organisation providing any kind of service, facilities,
goods or public functions, you can:
• make a complaint to the person or organisation directly yourself
• use an alternative dispute resolution service, so that someone else helps you sort it out
• make a court claim (within six months of the discrimination occurring)
You can get advice from the Equality And Human Rights Commission. Its helpline numbers
are: England 0845 604 6610, Scotland 0845 604 5510, Wales 0845 604 8810. The Citizens
Advice Bureau (CAB) can also provide free and impartial advice.
Anybody who feels they have been disadvantaged at work can get free, confidential advice
from the Advisory, Conciliation and Arbitration Service (ACAS) on 08457 474747 or visit its
website www.acas.org.uk. Trade Union members can get advice and support from their union.
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‘WAM!’ – a way for stroke survivors to improve their spelling
Do you find spelling frustrating?

Write

Difficulties with spelling can be frustrating and sometimes embarrassing.
Helping somebody to improve their spelling can also be challenging, if new
spellings just won’t ‘stick’. In this article, I would like to share with you a
spelling method which many people have used successfully. It is called
‘WAM’, which‘ stands for ‘Write-Analyse-Memorise’: this will be explained
more below…

What’s special about WAM?

Analyse

As a specialist in learning difficulties for 20 years, I work with clients and
their helpers to find solutions to stubborn learning challenges. In my
experience, there are always effective and creative ways to get round an
individual’s weaknesses and play to their strengths.
With the WAM method, the individual in not seen as the “problem” but the
key to the solution. Each programme is tailor-made to fit the needs,
interests, abilities and precise difficulties of each individual.
WAM takes into account how our bizarre English spelling system really
works and how the brain can process and remember these spellings.

Memorise

When is spelling important?

If you can’t remember how to spell a word when you are trying to express yourself it can:



interrupt your thinking;



make you lose precious time;



give a poor impression or confuse your reader;



and give your confidence a knock.

Improved spelling can help you:



cope better with everyday writing tasks at home, work or study;



recover your self-esteem;



and also develop your word recognition, word finding and reading
skills at the same time.

An example of how WAM has been used with a stroke survivor:
Tom (his real name has been changed) contacted me to help him with his spelling and
written communication. His small quota of rehabilitation with a speech therapist had come
to an end, and he still had significant difficulties with speech, grammar, word finding,
handwriting, working memory, and spelling. When Tom returned to work as an engineer
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after having a TIA, he experienced a lot of difficulties completing work reports and sending
emails, especially under time pressure or in front of colleagues, from whom he wanted to hide
his difficulties as much as possible.
Tom couldn’t use his computer spellchecker effectively, as he’d go completely blank when
trying to spell a word. He couldn’t use voice-to-text technology, as he had word-finding
problems. So he had to find roundabout ways of expressing his thoughts in order to avoid
spellings that he could not attempt. He was frustrated to find he could not remember even
‘easy’ words that he used continually, such as ‘our’ or ‘Caroline’, his daughter’s name.
Tom kept an emergency list of recurring and useful words by his computer, but he was thrown
into panic when he had to spell an unfamiliar word. He returned home from work exhausted
each day, and then, unknown to his line manager, he had to send emails from his own
computer in order to get help with spelling from his family.
When I first met Tom, I asked him if he was anxious about working with me on his spelling. He
confessed that he dreaded the humiliation of exposing his difficulties to me. As we had a small
amount of time together, we had to work very quickly to establish mutual trust (gentle humour
and plain talking helped a lot…). However, after only 6 weeks of supported practice, Tom was
surprised and delighted at his progress and growth in confidence. I have taught this method to
family members, helpers and teachers: WAM has proved a breakthrough for them too.

Why does the WAM method work so well?
It works for 7 reasons:
1. It is multi-sensory (using a combination of sound, images, colour, touch, and movement).
2. It trains the speller to focus only on the ‘problem’ part of the word (to ‘analyse’ the
problem’).
3. The learner (supported by the tutor/helper at first) finds an imaginative personal solution
to the problem word, using personal life experience and knowledge as an anchor.
4. The learner is never overloaded and never goes on to learn something new until previous
learning is solid. Learnt words are stored in a personal ‘bank’ of words. Your bank of words
grows slowly at first and then faster and faster as the method begins to work.
5. The learner takes an active part in the programme, choosing the words that are important
to them and one of the 6 memory strategies that work best for them.
6. The learner practices at particular times and dates, thus reinforcing memory.
7. And most importantly, WAM is enjoyable.
Charmaine McKissock
If you’d like more information or help with using WAM, email cmckissock@supanet.com or
pass your details to Different Strokes and Charmaine will phone you back. She is developing a
pack with guidelines and instructions. The first session needs to be taught and thereafter
people can use the pack independently or with a “non-professional” helper.
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Meet Our Volunteer ...

London North Group: an example of local
co-ordination around stroke
John Murray, London North Group Coordinator
The London North Group of Different Strokes was
established in 2001 by a group of younger stroke
survivors from Tottenham. The Group has steadily
increased in size, from 50 in 2003, to 120 in 2010. It is
based in Wood Green Central Library. Activities are
now funded largely by Haringey Council Adult Learning
Service.
Our Group meets two mornings a week for Chi Kung,
Massage and Talks. We have Exercise Classes twice
a week and we have just begun a walking group. Last year we secured funding from
Grassroots which enabled us to pay a qualified SLT to run an Aphasia Group every
fortnight, plus one-to-one speech and language therapy once a month.
Since joining Different Strokes London North in 2003, I have encouraged our group to
take part in research projects. I am a Lay Member of the National Stroke Research
Network, where I can represent our group and feed back information that is particularly
relevant. A recent example would be telling people about the inspiring work being done
by Cambridge University where brain imaging demonstrates that repetitive movement of
the affected limb results in new paths being formed in the brain. Younger stroke
survivors need this kind of encouragement to persevere and not give up the slow and
painstaking business of trying to recover the use of a limb or speech.
National Stroke Strategy: A success story
The last government published its National Stroke Strategy in 2007. Haringey Council
then took the initiative with its own pioneering local Scrutiny Review of Stroke
Prevention in 2008. This brought together (for the first time in my experience) a local
Council (both politicians and officers), the PCT, the local Hospital Stroke Unit,
representatives of local GPs, and representatives of local charities such as Different
Strokes. This committee produced a comprehensive report in 2009 identifying key data
about stroke locally and areas for future action. It funded a poster campaign on buses
and in local tube stations to help tackle a widespread lack of information about stroke.
Haringey is a good innovative case example of the potential for collaboration between
statutory and voluntary agencies, reaching out to local people in new ways about
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stroke. One year ago, a Stroke Coordinator, Tristan Brice, was appointed by the Council
and the PCT to organise the implementation of Haringey’s Stroke Strategy. He set up a
joint Implementation Team with representation from various bodies, including the North
Middlesex Hospital Stroke Unit, the local Integrated Therapy Team, ourselves from
Different Strokes and several others. This is continuing to develop with the enthusiastic
involvement of all concerned. A committee was launched in August 2010 to organise
monthly drop-in sessions for stroke survivors and their carers. This committee is chaired
by Val Schilling, a retired Physiotherapist and includes representatives from our group.
Different Strokes was involved on a committee to coordinate a World Stroke Day
Conference on 29 October 2010. The conference celebrated the achievements in stroke
services in Haringey. Our members were on reception and we had a stall.
The involvement of our Different Strokes London North Group has been important in
helping to promote these joint new collaborative arrangements and I would encourage all
colleagues in Different Strokes to do likewise. A good starting point would be to meet with
your local Council Scrutiny Committee to encourage them to set up a Stroke Strategy
Implementation Team in the way Haringey has so successfully done.
Thank you to John 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.

14 KM SPONSORED RUN
TO RAISE MONEY FOR DIFFERENT STROKES
“Thank you to all who supported me on my first ever race!
Nearly 400 people took part! I’d done quite a lot of training so
felt prepared but surprisingly a little bit nervous! I’d set myself
a goal of finishing in the top half of runners and in under 2
hours. The weather on the day was perfect, bright sunshine and a little windy. I had great
support from my husband Ian, son Ben and also some of the group members made the
journey to Keswick to cheer me on which was greatly appreciated.
I did the run in 1.37 hours and came 164th out of 374 finishers so was pleased but very tired!
The total amount raised was nearly £825.50 so it was worth all the aching!!
Different Strokes in Preston is a great group of friendly people offering support, self help,
social outings and exercise classes to young stroke survivors. I am proud to be able to
help them. If you would like more information about the group please contact David Brand,
the volunteer Preston coordinator (pictured above) on 07806 504315.
Thanks again, Wendy Watson (Neurological Physiotherapist with Different Strokes Preston)
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My Story - Wendy Hambleton, aged 36
Just one second, this is all it took ...
It was Saturday 6th June. We were hosting a BBQ to celebrate the
fact the we were having our first foster placement due in two weeks.
Little did I know at the time, but my whole world would change in a
single second. I got up to let my mad Westie Max out, and fed our
three cats. I was washing the cats’ dishes when a funny sensation went when round my
body. My right arm was painful just for a second and felt heavy, then I felt a pop in my head. I
thought I had a migraine so took some tablets. I often had a migraine which affected my arm.
I went to wake my partner, Del, and found I couldn’t speak. I kept trying to wake him and
when he came round I was laughing. I showed him the migraine medication, trying to say that
I felt it was a migraine. I gave him the dog lead as Max was due for a haircut, he was
reluctant to go, he told me to get some sleep and he would come back to see me once he had
dropped Max off.
Del come back to see nothing had changed, he knew something was wrong. He rang the
NHS Direct and they said to take me to hospital. I didn’t want to go so Del gave me
sandwiches and juice, which I couldn’t drink or eat. I’m a stubborn cow and took a shower
first before going to the hospital. Whilst in the shower I kept losing my balance. I knew in my
heart of hearts that all my hard work to become a foster carer had gone in a second.
We drove to the hospital and I even tried to put on some make-up to prove I was ok! At A & E
the lady behind the reception asked my name, which I couldn’t answer. She got a bit angry at
Del telling him not to speak for me and asked me my name again. I just broke down in tears.
I was seen quickly, I didn’t know what time it was, and I felt like I was in a dream, people were
talking about me, but I couldn’t understand, the only person I could understand was Del. At
10pm I was taken for a MRI Scan which confirmed I had had a CVA.
I was told I had a heart murmur, and was hooked up to an ultrasound. My arm was in pain, I
could not straighten my hand or fingers. What was happening to me? I was hooked up to a
drip but I didn’t know why. I was so scared and frightened. Nobody spoke to me, they just
talked amongst themselves. On Sunday I was taken to the stroke ward. I was scared to
sleep, when I did I was woken by the pain in my leg and arm and I kept breaking down in
tears. At one time the curtain was pulled round me and I was left on my own, not really
understanding what was going on.
I couldn’t swallow. I kept missing my speech therapy as I was always sleeping. Del was
brilliant and kept trying to encourage me to speak. After three days I could say his name. I
was drawing pictures and the frustration of not talking took its toll on me. If you’d known me
before, I was in sales and my expertise was communication, so this hit me hard.
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My Story - Wendy Hambleton, aged 36
Just one second this is all it took ...
I was in hospital for just 5 and half days. Tests were done: an MRI, a heart scan. I had to
swallow a camera which showed the heart etc. I continued to get more words out “Yes”,
“No”, “Del”, friends’ names, cats’ and dogs’ names. But people kept coming in with
magazines and books. Del picked up a newspaper and I shook my head trying to tell him
that it meant nothing to me.
I had to learn to spell and talk again. The hospital was good, but
there was nothing to say what, where, or how things would come
back. When you break a leg, it heals and gets better. But with
stroke it is a constant strain. I have been left with mild aphasia, I
get tired easily, have constant headaches, feel fuzzy and light
headed and my leg and arm hurt like a rubber band wrapped
around your finger. Everybody says you’re so lucky but on the
inside I feel like I am not Wendy anymore. I didn’t have a mini
stroke but a CVA. Still there were no tell tale signs. The only possible reason I can think
was that I was on the pill, but my consultant said its one of those things. He wishes he knew
why but tests have come back to show no real evidence.
I drove after one month, which was strange. I put the seat belt on and said to Del “it’s not
working”, he said “try starting the car”. It’s a simple thing like that, where you don’t realize
you process lots of information on a regular basis without thinking!
I returned to work after 13 weeks. I was going out of my mind in the house. I phoned
Different Strokes and kept asking the same question “when would I get better?” ... Just one
second was all it had taken ... The voice on the phone was sympathetic but I didn’t like what
I heard. No one would give me a timescale. I wanted them to say “one more week”, “a
day”, “ten days” ... Just one second and I felt my hopes and dreams were crushed. I
attended SALT and learned it may never come back completely, its hard to accept. I love to
sing but not that well. I can’t process the words to a song quickly - my X Factor days are
over!
I was a member of the country players, a member of Kettering Ramblers and a keen
swimmer. I can’t remember my words anymore. Walking is ok but I used to walk 10 miles
at the weekend. Swimming - I look like a drowned frog. However I have taken up ten pin
bowling and play in a league. I have a handicap of 94, but this is a start. I’m lucky as my
team are ace. They know about my stroke and treat me normally. They might tell a joke
which needs explaining to me about five times, but I feel relaxed around them. I have an
excuse if I throw the ball in the gutter as pain shoots up my right hand or I lose my balance!
I returned to work - not back to the sales post, but have a job working in Ship Thru. The
company doctor suggested going back part time, but I knew I wanted to go back full time to
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My Story—Wendy Hambleton, aged 36
Just one Second this is all it took ...
feel normal. Work was a fight. I look fine on the outside but the dictionary in my head was in a
jumble. Filing was hard. I had to write out my ABC to find which letter came first, I kept saying
“sorry” to my employer, getting tearful, I told them to ignore me.
I’m a very determined person and refuse to let this beat me. Having a stroke is not a sprint, it is
a marathon. We’ll all get there, some people take a little longer, some people a little less. I
don’t tell people about my stroke and shy away from people, getting Del to phone up the bank
etc. I get overwhelmed in the supermarket where I feel like everyone is walking ten times
quicker than me. It’s hard to explain to my partner that I‘ve never been jealous of friends but
the stroke has made me insecure, given me a low self esteem and a feeling of worthlessness.
I attend the Different Strokes Northampton group where I’ve learnt that stroke happens and
there is no set pattern as to what is affected. Jerry and Genise who run the group are
passionate about getting more understanding of stroke in the world. I still get weepy about
talking about my stroke but it helps to have a common ground with people who understand
you. But some good has come out of having the stroke - I have been in touch with my sister
after 16 years, and in a strange way I am trying to appreciate what I have got.

Research
Research into Using Technologies in Stroke
Rehabilitation - Volunteers Wanted!
Stroke rehabilitation for the arm and hand is increasingly making use of technologies such as
Functional Electrical Stimulation (FES), computer games like the Wii and rehabilitation
robots. We are running a large study funded by the Government (National Institute of Health
Research) in which we are finding out about people's views on using technologies in stroke
rehabilitation and then running a clinical trial of the most promising ones.
This is a great opportunity for patients and their carers and health professionals to influence
the way rehabilitation for the arm and hand after stroke is provided. Your views are important
to us and will enable us to provide the best treatment for you.
If you are interested in taking part you will be able to complete a questionnaire which will be
available online, by paper or by phone in the next couple of months.
For updates on the questionnaire or for more information on the project, please see the
ATRAS website www.atrasproject.org or contact
Dr Ann-Marie Hughes, Faculty of Health Sciences, University of Southampton, Highfield,
Southampton, SO17 1BJ, Tel: 023 805 95191, Email: A.Hughes@soton.ac.uk
REQUESTING FUTHER INFORMATION DOES NOT MEAN YOU ARE OBLIGED TO PARTICIPATE
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Group Development—Regional Update
We’ve recently opened new exercise and support groups in
Worthing, Northampton, Hounslow, Wimbledon and Boston with
the help and support of some fantastic volunteers. So currently we
have 50 groups all of which are run by stroke survivors or carers for
the benefit of other stroke survivors and carers, which is great news.
I am also working with some keen volunteers to get exercise groups up and running in
Manchester, Southampton and Chelmsford.
If you’re a stroke survivor or carer and are interested in working with me as a volunteer
to help set up a group, and think there is a real need for something in your area, please
get in touch. You won’t be required to take the exercise class itself, your role would be
to act as a point of contact for the group. Initially you’d need to have some time on
your hands to look for a suitable venue and an exercise instructor, but I would also help
with this. In addition you’d be required to promote the group by placing posters and
information in local libraries and at hospitals or rehabilitation units. However, I would
also help to promote the group by making contact with stroke survivors and healthcare
professionals on our database. So please feel reassured that you would be supported
with as much or as little help as you need to get a group up and running.
Different Strokes is also working with the London Borough of Camden and another
charity called TLC Care Services, The Stroke Project, in London to run workshops for
stroke survivors and their carers, between November and April next year, on issues
relevant to stroke. So if you are a Camden resident stroke survivor or carer and are
interested in workshops on issues like memory, emotional problems, benefits, sex after
stroke, life after stroke and learning new strategies to cope, please let me know so that
as the workshops are developed and booked, we can keep you advised.
We’re also working with TLC Care Services, The Stroke Project to develop a volunteer
befriending service for Camden Borough stroke survivors and their carers so if you’d
like a volunteer befriender to visit or call you on a regular basis, or alternatively if you’d
like to volunteer your time to be a befriender, please contact me to find out more.
Lorraine Ayres: lorraine@differentstrokes.co.uk, 0845 130 7172 / 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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Book Reviews
Stronger After Stroke by Peter G Levine
“’Stronger after Stroke’ contains useful information and guidance
on post-stroke physical recovery. Although aimed primarily at
stroke survivors it may also be useful to families and carers as it
outlines what they may expect for a loved one as they take on
the challenge of physically recovering from stroke. Even the title
of the book hints at the challenge to be undertaken in order to
make a good recovery: to become stronger involves a long and concerted effort on
behalf of the stroke survivor. Self-motivation and partnership working with health
professionals are two of the recommendations for recovery.
The concept of brain plasticity and the ability for new pathways to be formed are clearly
explained and give hope to stroke survivors who may have reached a plateau in
recovery. Indeed, the very idea of a plateau is challenged using comparisons with
training athletes. When an athlete reaches a plateau they look for new training
methods, the stroke survivor needs to take a leaf out of the athlete’s training manual.
There are good explanations of spasticity and shoulder pain as well; issues of
importance to many stroke survivors.
For rehabilitation to be optimised it must carry on when formal therapy is not available,
for example, after leaving hospital (or even in hospital as therapy is normally only
provided for an hour or two per day, and sometimes not at all on weekends). However,
it recommends that all self directed therapy be discussed with therapists or doctors to
ensure that it is carried out safely and for maximum benefit. Tools to support physical
therapy are well explained – from the simple ones, like using a mirror to help fool the
brain into thinking the affected side is acting normally – to more complicated robotic
devices to assist arm or hand movement.
‘Stronger after Stroke’ was written primarily for an American audience so some
references, for example to Medicare, are not relevant: however, the excellent advice on
physical recovery more than makes up for this. Also, it does not deal directly with the
emotional upheaval of stroke but there is a useful section on motivation through
increasing meaningfulness of any goals. Despite this, the book is well worth a read to
increase understanding of stroke’s effect on the brain and to help motivate recovery.”
Book review by Christine Stock
ISBN 978-1932603743 Published by Demos RRP £13.00 (price check www.amazon.co.uk, 11/2010)

If you’d like to review a book or CD for us, please get in touch. Or if you have any useful
tips to share with other readers, please do let us know - we love to hear from you!
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Four Minute Warning by MJ Tolley
"I have produced a novel based on my experiences of suffering a Brain
Haemorrhage when I was fourteen years old. My novel ‘Four Minute
Warning’ chronicles the moment the haemorrhage struck, the emotion
of waking from my coma with no idea what happened to me and why I
was paralysed and unable to speak. It tells of my recovery and return
to school and my teenage life in general.”
“This book is different from the other Stroke Survivor Stories that
I‘ve read. The author was just 14 when he suffered his
Subarachnoid Haemorrhage.
His style is not just an account of the events surrounding his stroke, it is more. He
decided to make it semi autobiographical. This means that while he took a few
liberties about times, places, and some of the people he met on the way, he could stay
true to his story and write honestly about his stroke and its effect on his life thus far.
I enjoyed this book; it’s so different to hear what it is like to be a teenager who has
had a stroke. The problems a pubescent boy has with life without a near death
experience are traumatic enough, but dealing with his stroke and the events that
follow makes this young man remarkable.”
Book review by Genise Turnbull

Go to http://www.lulu.com/product/paperback/four-minute-warning/12313458 to order a copy,
priced £9.99 +p&p or £5.00 for a PDF download.

CD Review
Blues by Numbers - The Blues No. 4 by Roll Wyn James
Alwyn James had a major stroke in 1995, aged 55, whilst touring with
his band Roll Wyn James. Such was the severity of his stroke that
Alwyn was left unable to walk, talk or use his right hand. Gradually
however, he drew on his own dogged determination to fight back and
start making music again.
“I’m possibly not the biggest fan of the blues but this album could change that.
The blues is the blues so you always know what to expect; or so I thought! This
album could be classed as heavy blues as the first three tracks rock along at a fine old
pace. “Free Range” seems like a race as to who gets to the final note first and no bad
thing for it as, like the rest of the album; it has a fantastic ‘live’ feel to it.
The ‘live’ feel and some of the lyrics convey a real sense of fun, hinting at a real treat
for anyone catching this band live, and if like me you’re a sucker for a guitar solo
you’ll love the four instrumental tracks.
This is a highly enjoyable album, a fine piece of work.”
CD review by Jason Turnbull
Available in shops or as a download from internet sites (£6.99 on www.amazon.co.uk, Nov 2010)
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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

We’d love your feedback! Share your views with us ...
Different Strokes would like to invite you to take part in a short survey to obtain feedback
regarding your views on the Different Strokes information pack and newsletter. We’d
like to know what you like about our information and what you’d like to see more of, what
you don’t like as much, and how we can improve it generally for you.
We don’t want to take up too much of your time, so the survey should only take a few
minutes to complete - see www.differentstrokes.co.uk and complete it online or call 0845
130 7172 and we’ll send a printed copy in the post. If you’d prefer not to complete the
survey, we’re always happy to hear your views in whatever is your preferred format over the phone, by email, letter or in person!

Thanks in advance for your help!

