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Newsletter
Issue 47, Winter 2011

SEASONS GREETINGS FROM DIFFERENT STROKES
Different Strokes Christmas cards are on sale now - visit our online shop at
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
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Different Strokes
Welcome to Newsletter number 47! 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’d 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 2011 conference, looking at The Hidden Side of Stroke including topics such as
emotional distress, pain management, and loss of libido, took place near Leeds on
Saturday 15 October. Our thanks go to Kelvin Sutcliffe from the South Leeds group for
hosting a hugely enjoyable day! We were delighted to be able to celebrate our 15th
anniversary and 15th conference for stroke survivors with so many old and new friends.
See our report on pages 4 to 6. Conference presentations can be downloaded from our
website at www.differentstrokes.co.uk or call the office if you’d like us to send you a copy.
Thanks as always to our many volunteers who have been giving their time and raising
valuable funds for us over the past few months. We are very proud of our “Ask The
Expert” physiotherapist Jon Graham who recently completed an Ironman Challenge to
raise funds for us. But there are many varied different ways that you can help, from
sponsored runs and walks, jumping out of a plane, to simply buying a pack of Different
Strokes Christmas cards. You can also make a donation by text using your mobile phone
- send a text message to 70070 with the message DIFF33 and the amount you would like
to give, e.g. DIFF33 £2 or DIFF 33 £5. Every little helps and is greatly appreciated.
If you would like to find out more about how you can help, Jo has plenty of ideas and
would love to hear from you, so please do get in touch! If you are feeling adventurous see
the page 17 for details of the London to Paris sponsored bike ride. Contact her at
jo.lewis@differentstrokes.co.uk or call the office on 0845 130 7172 or 1908 317618.
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 Coventry or Rochdale/Bury areas and would like to help set up a network
of new groups. See page 21 for more details. We would also like to take this opportunity
to offer our thanks and best wishes to John Murray who has recently stepped down from
running the Different Strokes North London group after 5 years.
Finally, it’s still not too late to buy Christmas cards! - Call 0845 130 7172 or order
online at www.differentstrokes.co.uk/shop. All profits are directly used to fund our
services and support younger stroke survivors!
Wishing you all a very Happy Christmas 2011 and all the best for 2012!
From all the Different Strokes Team
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SAFO®

Still do the things
that matter to you
The revolutionary SAFO®
(Silicone Ankle Foot Orthosis)
carries the Queen’s award for
innovation. Designed as an
alternative to the more rigid style
of traditional AFO’s, the SAFO®
offers the following benefits:

• Allows “normal” foot/ankle action
• Improved balance & walking speed
• Can be worn with or without shoe
• Can be worn showering/swimming
• Reduced risk of pressure areas
• Improved sensory feedback
• Discrete, easy to fit, clean & maintain

Call Christine for a free information pack
on 01425 481742
or email christinee@dorset-ortho.com
www.dorset-ortho.com
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Different Strokes Conference Report 2011
The 2011 Different Strokes conference took place on Sat 15th October at the Woodkirk Valley
Country Club outside Leeds. The theme of “The Hidden Side of Stroke” attracted a fantastic
turnout and the conference was a complete sell out.
Sarah Welsh, Chair of Trustees, welcomed everyone including four new
trustees, all of whom are stroke survivors: Julia Caines, Richard Djan-Krofa,
Nigel Thickett and Steven Verity. Sarah also thanked Keith Wood and Mike
Druce, who recently stood down as trustees, for their support for over a decade.
As a stroke survivor herself and with firsthand experience of the “hidden” side of
stroke, Sarah was excited about the agenda and looking forward to the day.

Debbie Wilson, Chief Executive, thanked Kelvin Sutcliffe for all his help with
hosting the conference. She was delighted so many people could be present to
help Different Strokes celebrate its 15th year. Despite a difficult economic
climate, Different Strokes had still had a good year with no cuts to services and
thanks were given to our fundraisers who had made this possible, including Jim
Currie, Greg Hollingworth, Zoe Wilson and Jon Graham, to name but a few.

Kelvin Sutcliffe, conference host and coordinator of the Different Strokes
South Leeds group, explained that he had become involved with Different
Strokes after having a stroke 4 years ago. He was pleased to welcome
everyone.

The first speaker, Professor Allan House, Professor of Liaison Psychiatry at
Leeds Institute of Health Sciences, presented the Annual Moira Lister Lecture
on Depression and Other Emotional Problems After Stroke. He reported that
emotional distress is a normal reaction to stroke. It has now been recognised
that this distress can cause problems with rehab and recovery and the Stroke
Improvement Plan therefore sets out how stroke services should address and
plan Psychological Care After Stroke that is adapted to an individual’s particular needs.
Presentation available at www.differentstrokes.co.uk/conference/presentation2011_ProfAHouse.pdf
or follow link from home page of our website at www.differentstrokes.co.uk

We are already planning our 2012 conference - more details to follow soon!
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Different Strokes Conference Report 2011
Professor Anne Forster at University of Leeds & Bradford Teaching Hospitals
NHS Trust, spoke about what is needed in the longer term after stroke and the
challenges faced by healthcare professionals to offer a structured and
individual service. Although the majority of NHS funding focuses on the first 12
months after stroke with an emphasis on continued therapy, early supported
discharge and stroke rehab units, stroke survivors require rehabilitation to continue until their
maximum recovery has been achieved with regular reviews.
Presentation available at www.differentstrokes.co.uk/conference/presentation2011_ProfAForster.pdf
or follow link from home page of our website at www.differentstrokes.co.uk.

James Campbell & Julie Elliott spoke movingly of how their
wedding plans were interrupted and their lives changed in an
instant when Julie had a stroke aged 32 in 2008. Determined to
ignore negative comments, Julie has worked tirelessly at her
recovery, taking each day one step at a time. She inspired the
audience with her tremendous positive mental attitude and took
the opportunity to thank her family, friends, and James for
supporting her. Her flyball club with her beloved dogs has helped
to keep her active and, together with her plan to being able to walk down the aisle unassisted on
her wedding day, has provided a focus for her ongoing recovery.
John Horan, trustee for Different Strokes and barrister specialising in
discrimination, spoke of his own firsthand experiences of discrimination at work.
He spoke of his fight to stand up for his rights and how he took the decision to
sue the Bar Standards Board (Marshalling Body for Barristers). Disabled
people have the same rights to feel included and valued. He urged Different
Strokes members to consider political and legal responses to discrimination.
Dr Ahamad Hassan, Consultant Neurologist and Stroke Physician, spoke
about pain and spasticity after stroke. Both are common complications and
potentially important in causing disability. They are easy to miss but can be
addressed by a multidisciplinary team. Up to 40% of stroke survivors are
disabled by pain after stroke. Dr Hassan detailed the different types of pain
and pain management that are available. He also spoke about spasticity
(increased muscle tone) and elaborated on treatment goals; management steps; medication
and procedures that are available together with any side effects.
Presentation available at www.differentstrokes.co.uk/conference/presentation2011_DrAHassan.pdf
or follow link from home page of our website at www.differentstrokes.co.uk

(please turn to page 6)
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Different Strokes Conference Report 2011 (continued from page 5)
Gary Sissman spoke of his own experiences of a stroke 2 years ago. His
biggest fear is having another but he appreciates he has been lucky with his
recovery. He spoke of having the “umbilical cord cut” when the community
stroke team stopped visiting after 16 weeks and having to fend for himself.
After experiencing complete right side paralysis, his movement has returned
but he is working to improve it. Back at work, he recommends a gradual and
phased return. His new car with adaptations has increased his independence.
Kirsty Forrester, Clinical Manager, at Leeds Community Stroke Team,
presented on the often neglected topic of “Libido After Stroke”. She reported
that healthcare professionals often lack training and experience so shy away
from broaching the subject and yet it is an area that stroke survivors and their
partners want to be asked about. There is a need for openness so as to
understand the key factors leading to the personal difficulties, many of which
can be overcome. Organisations such as Relate and Outsiders can also be helpful.
Presentation available at www.differentstrokes.co.uk/conference/presentation2011_KForrester.pdf
or follow link from home page of our website at www.differentstrokes.co.uk

Families and Children
School has its own challenges, which are sometimes different from
those faced by working people.
"I’m worried because I had plans to become a vet," says Amy. "I’ve
always wanted to work with animals but I need good grades to get
into vet school! If I don’t do well in my exams I won’t be able to."
Whether it's catching up on the learning you've missed, worrying about exams or facing your
classmates, the Going back to School section on the About Brain Injury website has useful
information and tips. Go to: www.aboutbraininjury.org.uk/going_back_to_school.aspx

Skill: National Bureau for Students with Disabilities closed in April but many of its services
have now found a new home at Disability Alliance. Go to www.skill.org.uk/youth for more
information, including a helpline, FAQs and information booklets.
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Families and Children

Jon Graham
Physiotherapist

“It might be useful for other parents to be aware of the types of
therapies that are available: e.g. splints for strengthening limbs with
hemiplegia, Botox injections for hands/feet with clenching problems
etc. I’ve only just heard of Botox treatment for instance via other
mums and Great Ormond Street Hospital have this week agreed that
it could make a remarkable difference to my son’s hand clenching
problems. This is almost 3 years after his stroke!”

When Botulinum toxin is injected into a spastic (tight/overactive) muscle, the toxin
blocks the connection between the muscle and the nerve endings – much like the
plastic child-safety plugs for domestic electrical sockets. Hands held in a tight fist by
spastic muscles can be aided by these injections. It takes 10-15 days to take effect.
At this point, by using a splint for 6 hours a day, these muscles can be gently stretched.
After 2 weeks, a new splint is required to further stretch the muscles. This process,
called serial splinting, continues until the desired hand and wrist position is achieved.
The splints can either be custom-made from thermoplastic materials and re-shaped by
an Occupational Therapist, or an off-the-shelf one can be used such as the
Saebostretch (www.saebo.com) or one of the range of OCSI splints (http://trulife.com/
Brochures/ocsi-pages-brochure.pdf). The latter do require that your therapist is
experienced in adjusting thermoplastic splints. Both are comfortable and well tolerated.
Splints in themselves are not strengthening aids. However, stretching the spastic
muscles can make it easier for the weaker opposing muscle to work. So if the muscles
that clench the fist are stretched, muscles that open the hand can do so more easily.
If the hand is held in a tight fist, but the muscles are not spastic but are contracted
(shortened), then Botulinum toxin injections will not be effective. In this case, using
electrical muscle stimulation for the muscles that open the hand and lift the wrist can assist
in stretching the contracted muscles. This can take many months and often still requires
serial splinting. Muscle stimulators such as the Intellistim BE-28E (www.naturesgateuk.com) can be purchased on-line. However, I recommend that anyone considering this
option first consults their Physiotherapist for advice on whether it is appropriate, and then
for setting up and monitoring safe and effective use of the device.

Childhood Stroke Support offers parents and family members an
opportunity to share experiences, tips and coping strategies - good if you
need a chat or want to offload any stresses and relieve some of the
pressure. Go to www.childstrokesupport.com or join their Facebook group.
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“I have just started taking 300gm of Gabapentin for post
stroke pain. How long does this take to help this terrible pain
and do the side effects settle over time?”

Pankaj Sharma
Neurologist/
Stroke Expert

Thank you for your question. I am very sorry to hear about your
pain. This is not an uncommon finding after stroke and some
people can find it quite debilitating. Fortunately that severity of pain
is not frequent.

Gabapentin is often prescribed and can be very effective, although
the dose and frequency of the tablet may need to be increased over the course of a
few weeks and months. The pain will settle eventually in time, although the exact
length of time is difficult to predict. However, if you are finding that Gabapentin is
not helping then there are several additional or alternative medicines that can also
be prescribed. I would suggest you see your GP to discuss this further.
“I know that stem cells are still in their infancy but can you provide any update
about the research that is being carried out in the field of stroke?”
Stem cells you quite rightly state are in their infancy. There is a lot of hype but it will
take years (possibly a decade or more) for anything viable to come in for stroke.
There are two main sites that I am aware of in the UK involved in stem cells for
stroke: Glasgow and our group at Imperial College in London. Again, these are as
yet safety and tolerability studies so there is a long way to go. However, rest assured
that the public interest is great in such studies and if results are encouraging then the
general public will get to hear about them quickly.
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.

We have a speech and language therapist joining our panel for the next issue!
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“Hello, I was prescribed Amitriptyline by my neurologist about 3
months after my stroke. He prescribed them to me after I got quite
upset while seeing him at my outpatients appointment without really
giving me any reasons. There was lots going on for me, my
stroke was due to a rare blood disease I have called
Thrombotic Thrombocytopenic Purpura (TTP).

Wajid Qureshi
Pharmacist

He put me on 75mg at night and I’ve been on them for over
6 years now. I’m wondering if these are ok to be on long
term? what these are normally prescribed for? and is it ok to be on them long
term without a review?”
TTP is a rare condition which causes blood clots to form in small blood vessels
throughout the body. Treatment requires specialist care and it is important that you
remain under the care of a specialist hospital doctor. I can understand that this rare
condition may have caused you a lot of anxiety.
Amitryptyline is part of a class of drugs called antidepressants which help alleviate
feelings of anxiety and depression. Antidepressants should be reviewed periodically
by your doctor to see if still required. The doctor will ask certain questions to decide
whether you are still experiencing an episode of depression. You mentioned the
Amitryptyline was prescribed 6 years ago and has not been reviewed since then. It
may have been prescribed when you were naturally feeling low during a very
stressful time after your stroke, but if you think you don't need it anymore or have
any concerns, speak to your GP who will be able to supervise a review or gradual
withdrawal of the medication. You should not stop the medication without
discussing it first with your GP. If you wish to continue with an antidepressant, check with
your doctor which is the most suitable and safe to use as you have a rare blood disorder.
If you haven’t done so already, you may also find it helpful to join a support group for TPP
sufferers, where you can share experiences and receive support. I found one, which I hope
will help you feel better in knowing you are not alone, and that many people lead normal
lives: www.ttpnetwork.org.uk

Email experts@differentstrokes.co.uk or write to the address on the back cover
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The Role of Clinical Neuropsychology in
Recovery from Stroke
Following a stroke it is common to experience changes in your
everyday memory, attention and concentration, language
and problem solving. These areas that affect your mental
processes or thinking skills are also known
as “cognitive” problems or impairments.
You may also have difficult controlling your emotions or feel quite
low, frustrated or worried.
As these changes can make it difficult to take part in activities such as
work, driving, studying, running a household, or making plans with friends or family, it is
important to gain a better understanding of these hidden effects of stroke.
A clinical neuropsychologist can help you to understand and manage these changes
following a stroke so that you can return to meaningful daily activities.

What is a Clinical Neuropsychologist?
A clinical neuropsychologist is a specialised clinical psychologist with specific training and
experience in the understanding of brain behaviour relationships to assess, diagnose and
treat people with cognitive impairments following stroke. Many people first come into contact
with a clinical neuropsychologist during their inpatient hospital admission. However,
neuropsychologists also have an important role after discharge, particularly in helping to
manage the impact of the stroke on day-to-day life.

What is a Neuropsychological Assessment?
You may be referred for a neuropsychological assessment to determine
the effect of the stroke on your thinking, behaviour and emotion. During this
session, the clinical neuropsychologist gathers information on your
problems and background, and conducts an assessment of your thinking,
behaviour and mood. The session typically takes about 3 hours.
After an initial interview to gain a picture of your everyday functioning and concerns, the
assessment involves standardised tests using pen and paper tasks, manipulation of
materials such as blocks, and answering questions. These tests tap into functioning such as
learning and memory, attention and concentration, language, problem solving, and mood.
Although the tasks can be challenging, the aim is to understand your strengths and
weaknesses so as to better understand the effects of your stroke.
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What happens after the Neuropsychological Assessment?
The clinical neuropsychologist then analyses the information and identifies a pattern of your
cognitive strengths and weaknesses. This is essential for planning cognitive rehabilitation
strategies to help you manage the everyday impact of these changes. These results are
presented in a written report, usually for the allied health team. A feedback session for you
and family members can also be organised.

What is Cognitive Rehabilitation?
The feedback session is a useful starting point for planning a program of
cognitive rehabilitation to help you manage the practical and emotional
impact of cognitive changes following stroke. The clinical neuropsychologist
will usually help you to adopt a “compensatory” approach. This helps you to
develop strategies to understand, bypass or reduce the cognitive
impairments so that you can function as adequately as possible in your own environment.
Cognitive rehabilitation may be offered within a multidisciplinary team in a dedicated
rehabilitation unit or on an outpatient/community basis, depending on your needs. Ideally,
the clinical neuropsychologist will work closely with other allied health professionals, including
speech and language therapists and occupational therapists.

Examples of cognitive rehabilitation include:
•

Training in using memory aids to manage everyday memory
problems, such as forgetting appointments or when to take medication;

•

Improving monitoring with goal management training to keep track of tasks;

•

A structured approach to problem solving;

•

Management of fatigue with daily ratings and a structured timetable of
activities.
Mood or anxiety symptoms may develop as a result of brain changes following
stroke or in reaction to the catastrophic event of a stroke. Psychological
distress may also arise if your cognitive impairments limit your integration back
into the community, change personal relationships or bring about feelings of
loss of control or low self-confidence. The neuropsychologist can help you
explore these changes and manage low mood, anxiety or low confidence.
Bonnie-Kate Dewar, Clinical Neuropsychologist and Head of Neuropsychology
Re:Cognition Health (Complete Cognitive Care): www.re-cognitionhealth.com / 020 3432 7384
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Counselling and Psychological Therapies for Stroke
As a stroke survivor you may be interested in seeking counselling or
talking to a psychotherapist about what has happened to you. Many
stroke survivors report feeling low in mood, experiencing high levels
of anxiety, and even having suicidal thoughts.
Talking to a counsellor about worries, relationship issues, and feelings can help you manage
anxiety levels, and to cope with the physical and emotional changes as a result of the stroke.
Looking for a counsellor or psychotherapist can be quite daunting. Therapists
advertise their services in the Yellow Pages and on websites like
www.counselling-directory.co.uk but it can be difficult to know whether they
are adequately qualified, and have the right experience. Check that a
therapist is registered with one or possibly two of the following organisations:

www.bacp.co.uk

www.psychotherapy.org.uk

www.babcp.com

www.bps.org.uk

If you need help trying to find a counsellor Different Strokes can research your local area to
identify someone suitable for you.
There is a wide range of therapies on offer and it can be confusing to know which type is
suitable for you. The most important thing is to find a therapist that you are comfortable with
so that you feel at ease. Research shows that a strong alliance with a therapist in the first few
sessions is more likely to produce a successful outcome.
Cognitive behavioural therapy (CBT)
CBT is concerned with thoughts and behaviour and by being encouraged to change the
way you think, this will mediate a change in behaviour and also emotions. CBT is
particularly helpful for low level depression and generally focuses on problems in the
present rather than the underlying causes. It has been shown to help with anxiety
disorders and stress. It is also helpful in the management of pain and fatigue.
Eye movement desensitisation and reprocessing (EMDR)
EMDR is a way of stimulating the brain through eye movements which seems to make
distressing memories feel less intense. It is used for a range of traumas, including past
sexual, physical or emotional abuse, accidents and injuries, phobias and addictions. For
more information visit www.emdrassociation.org.uk.
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Person Centred Therapy, Gestalt and Transactional Analysis
These therapies focus on self-development, growth and taking responsibility for
actions. They help you recognise your strengths, creativity and choice in the
'here and now'. They explore your relationship with different parts of yourself
(such as your body, mind, emotions, behaviour and spirituality) and other people
(for example family, friends, society or culture) so you grow and live life to the full.
Psychodynamic Therapies
Psychodynamic therapies help you explore how your personality and early life experiences
influence your current thoughts, feelings, relationships and behaviour. Once you have this
understanding, you can practise more skilful ways of dealing with difficult situations.
Examples of psychodynamic therapies include psychoanalysis, psychoanalytic
psychotherapy, psychodynamic psychotherapy, Jungian or Freudian analysis.
Integrative Psychotherapy
As people we are all complex with individual needs. Many therapists are therefore trained
in more than one style of therapy in order to offer clients more choice; examples might
include person centred, psychodynamic and cognitive behavioural therapy.
Free help via NHS Improving Access to Psychological Therapies
Programme (IAPT)
In England the government has launched a national programme to increase the availability of
psychological therapy to adults. It aims to provide psychological therapy for a brief period for
people experiencing depression or anxiety problems. It can provide cognitive behavioural
therapy, as well as information and advice, and signposting to other services and support.
You will be assessed and initially may be offered a book to read or receive therapy via a
computerised programme. Other methods include therapy over the phone, group sessions or
face to face, in GP surgeries or in local centres. You may be offered between 6 to 20 treatment
sessions.
Counselling Cost
It may be possible to obtain sessions via your GP surgery. In some instances low cost therapy
is also available through counselling centres in your area. Counsellors and psychotherapists in
private practice may charge £30 to £70 per hour depending on qualifications and experience.
Many offer a reduction to people on benefits but you need to ask as they may not advertise it.
Lorraine Ayres, Group Development Manager & Counselling Psychologist in Training
Counselling may be offered by your local branches of Mind, Headway or carers organisations - check your
Yellow Pages or look online. Different Strokes can help find out what is available in your area.
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Fundraising Update
Different Strokes relies on donations in order to be able to fund its services. Despite the
difficult economic climate we are pleased to report that we have not had to cut any of the
services that we provide to our members. Our thanks goes to all of you who support us in
so many valuable ways, and also to the following:
Zoe Wilson, our volunteer webmaster, headed a
team of 8 Oxford students who jumped 10,000
feet out of a plane for us in September. The
team have already raised nearly £5000!

Zoe Wilson and friends

Also jumping was Greg Hollingworth who
volunteers at our Central Office in Milton
Keynes since having a brain injury in 2004.
Greg Hollingworth
He has raised over £1,000 to date! Go to
our website home page at www.differentstrokes.co.uk and follow the
link to watch a video of the jump from start to finish - it may encourage
you to give it a go yourself!
Jim Currie, stroke survivor and coordinator of our London South East
group, ran the New Forest Marathon in September with his daughter
Hayley to raise funds for Different Strokes Central Office and for the
London South East group. Wearing pink sporrans, they exceeded their
target of £500!

Jim and Hayley Currie

Nine members of Different
Strokes Northampton, including
4 stroke survivors and
5 family members, ran
and walked 5 kms as
part of Northampton’s
Run’11. They have
raised £1,260!

Also raising funds for
us were the dancers at
the Chapel St Leonards Carnival, including the Boston Belly
Dance Troupe, Connie Hurd and friends Jane and Rowena.
Different Strokes Northampton

A huge thank you goes out to all of you!

Jim & Hayley Currie
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“JUST ONE MORE BALL!”
How stroke survivors inspired my Ironman Distance Triathlon Challenge
In the years spent working with Stroke patients at Physiofunction, I have often been humbled
by the sheer effort that they put into their physiotherapy sessions and home-exercise regimes.
Stroke survivors like Deborah below have exercised with the Saeboflex daily for 45 minutes
over many months to be able to regain the ability to open and close their affected hand.

Paddy Davis literally fell into my clinic one January morning. 21 months
later he had regained the use of his left hand sufficiently to control a
bicycle and complete the 12 mile bike leg of a team sprint triathlon.
Paddy’s bike placing was better than my run placing for the team!
The following year, he completed the full triathlon – 400m swim, 12 mile
cycle and 3.7 mile run. He showed what can be achieved with
appropriate technology (Saeboflex, FES) and daily exercise and in turn
inspired my Ironman Distance Triathlon.
My own Challenge Henley-on-Thames Triathlon
consisted of a very bracing, crack-of-dawn 2.4 mile
swim in the River Thames, followed by a 112 mile cycle ride in the semimountainous Chilterns. The final section, and the one I found the most
difficult, was the full 26.2 mile marathon run. I finished in total darkness
at 10.30 at night with the aid of a head-torch and the gift of some
Vaseline from a race volunteer (to ease my very chafed thighs!).
I managed to raise over £3,000 for Different Strokes. My thanks go to the
very generous sponsorship of Physiofunction clients, friends, family and
our suppliers and their representatives: Saebo UK, Bioness, Otto Bock, Trulife and OML.
Different Strokes and I would welcome any further donations at:
www.bmycharity.com/jongraham
Jon Graham, Clinical Director, PhysioFunction
Fundraising doesn’t have to be part of a physical activity - it could also be a sponsored silence or
sponsored weight loss. Or why not invite friends for dinner and ask them to pay £5.00? (cheaper than a
meal out plus they get your company thrown in for free!). You could sell unwanted items on Ebay and
donate a % of the profits to Different Strokes - these are just some ideas but we’d love to hear yours!
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Shelter’s Real Census of 21st Century Housing
Your home directly affects your happiness and therefore
safety, security and comfort are imperative.
Shelter, the UK housing and homelessness charity is conducting its Real Census of 21st
Century Housing to find out how people in the UK are living - and not just where and who
with.
One of the best ways for Shelter to show just how much change is needed for everyone to
have a decent and affordable home, is through the collection of stories, written by people who
have been directly affected. Has your stroke affected your personal circumstances?
The housing crisis stretches far and wide, and many problems have largely gone unnoticed
until now. Shelter is looking for case studies of people who are facing the following issues:

•

Affordability - not being able to get on the property ladder despite having a well-paying
job. This affects people’s self-esteem and means that they are delaying life choices such
as settling down and having children

•

Repossession - there were 9,100 repossessions in the UK in the first quarter of 2011, a
rise of 15 per cent on 2010

•

Living with parents - a fifth of 18-34 year olds have been forced to move back in or
continue living with their parents because they cant afford to rent or buy their own home,
and 20 per cent of this age group are delaying having children

•

Conditions - families across the UK are stuck in rented accommodation in terrible
conditions, which affects their quality of life and wellbeing

•

Overcrowding - overcrowding is on the rise, blighting the lives of over a million UK
children. Shelter campaigns for more family-sized homes, and for the legal definition of
overcrowding to be brought into line with modern day standards.

How to Participate:
Visit http://england.shelter.org.uk/campaigns/real_census to tell your story.
Shelter also provides free independent advice and information on housing to help you
understand your rights and options. Call its free Housing Advice Helpline for advice on all
aspects of housing, including how to handle mortgage arrears, on 0808 800 4444.
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Cycle from London to Paris in aid of Different Strokes
13th – 17th June 2012

If you, or a member of your family, have ever wanted to do an exhilarating challenge for charity
here is your chance! Different Strokes is looking for adventurous volunteers to raise much
needed funds by cycling from London to Paris - connecting two of the world’s most chic cities
on one of the best cycling routes in Europe!
Cycling through beautiful English villages and into stunning rural France you’ll pass historical
landmarks and famous battlefields from World War I until you reach Paris, undoubtedly one of
the most magical places on earth. The sense of achievement you’ll experience will be one you’ll
treasure forever.
For those of you in search of the challenge of a lifetime simply give Jo a call at the office on
0845 130 7172 or email jo.lewis@differentstrokes.co.uk and she will send you a full information
pack and everything you need to take part in this fantastic event.
An unforgettable experience awaits you!

Page 18

18

Different Strokes

Book Reviews
The Successful Stroke Survivor:
The new guide to functional recovery from stroke
by Dr Tom Balchin (Founder of ARNI: Action for Rehabilitation
from Neurological Injury: www.arni.uk.com)
Written by a stroke survivor for stroke survivors with 130
strategies & techniques that can be carried out at home
“I have found it invaluable in working with people who have had strokes. The manual is a
great reference both of specific exercises and of 'Best Practice'. I also like how it challenges
some peoples’ ideas of what is possible. So many people have the view that once their
rehabilitation with the NHS is finished, that's as good as it is going to get for them. Tom's
presentation of what is possible has the possibility of improving the quality of peoples' lives.”

Review by Stephen Wilson, Different Strokes Exercise Instructor for Colchester group
Available from Amazon or at www.successfulstrokesurvivor.com for £34.40 + £4.60 p&p

WAM: Spelling Programme
Write – Analysis – Memorise by Charmaine McKissock
“This spelling programme is aimed at the carer, or ‘helper’ of a stroke
survivor. It explains how to help the stroke survivor gain confidence
with spelling, using sounds or objects and linking them to form a word.
The programme is intensive, and although designed for adults, I could
see it could be modified to be used with children.
However, you need to read through a 55 page document, which may be
quite daunting for some. The document is colourful and interesting to read, but be aware
that the font changes quite often.
The focus of the programme is based on how to sound words, and which letters fit together
to make the right meaning. It uses interesting ways of achieving this with the use of ‘picture
sounds’ and everyday associations with letters. There is also an explanation of how stroke
can affect areas of the brain associated with spelling, and a brief understanding of how the
English language works. The idea is to work little and often, aiming to learn 7 keys words a
week, which are chosen by the person you are assisting. These words can be kept in a
notebook and referred to as required during and after the programme has been completed.
This programme is certainly worth considering, and after reading through the document, you
will be able to decide if this is for you.”
Review by Joe Quigley, Carer
Printed copies available for £10.00 plus £2.50 p&p or electronic copies available for £8.00.
Contact Charmaine McKissock at cmckissock@supanet.com
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Managing Anger by Helen O’Neill
“Most people who have a stroke will be left with some form of emotional
or behavioural change and in particular anger. This booklet provides an
introduction to better understand the mix of emotions, especially anger,
and underlines the importance of whole person recovery – psychological
and physical together. It will be of interest to family and carers to help
stroke survivors through the difficult period of recovery.
It begins with understanding ‘What is Anger’, a combination of thoughts,
bodily feelings and what we do with them. It then explains the causes and situations of anger. I
empathised with many of the situations – spending a lot of time apologising to people for
‘getting the wrong end of the stick’. The second half offers coping strategies to help address
and manage anger. Split into sections, the reader is able to digest the information in easy bite
size chunks. The most useful section is ‘Tips for Family, Friends and Carers’ but it fell short of
providing real practical resources; instead, it is left to the reader to go and look for themselves.
The booklet would benefit from the inclusion of web addresses and the ‘Frequently Asked
Questions’ section would benefit from more questions and web addresses to suitable forums.
Nonetheless, it remains a good introduction to the subject that is nicely interspersed with
relevant case study quotes, diagrams and amusing line drawings that engage the reader and
enriches the author’s message: anger is a special problem for people after brain injury - to
understand, cope and manage these emotions is an important part of recovery.”
Review by John Kelly, Stroke Survivor

Managing Anger is available from www.headway.org.uk or call 0808 800 2244. Price £3.50

Hemispheres: Inside a Stroke by Karen Lazar
Waking in hospital after a post-operative stroke, Karen finds one side of her
body paralysed and her world knocked out of kilter. The book charts her
experiences from Metamorphosis, through Rehabilitation and Adaptation.
Quietly reflective, deeply lyrical, Hemispheres is concerned with returning
separated parts into a whole and coming home to the self.
“Described as comic, this short book by a South African author gives a fleeting
look at her recovery following a post-operative stroke. The book describes her surroundings as
she lays in bed, including the healthcare workers and other patients, and this seems to give her
some solace. It is reflective rather than evocative in tone but taking around 2 hours to read, it
can be referred back to often. There is some use of South African slang and also some large
words that may warrant a dictionary!”
Review by Ann Griffiths, Stroke Survivor
Published by Modjaji Books - £15.95. Available from www.amazon.co.uk. ISBN – 9781920397241
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Jessica Smith’s Story
IT’S MY LIFE, IT’S WHAT MAKES ME WHO I AM!
The first 24 hours: It was 30th October 2009, only 6
days after I had Aston, my 3rd little boy. I was getting
over flu and decided to have a night out with my partner
to the cinema. About 10 minutes before the film finished my right arm and hand went numb,
I told my partner but neither of us thought any more about it. Within a couple of minutes half
of the cinema screen went blank, but if I tilted my head or turned it to the side, I was able to
see the other half. I thought it was tiredness due to the flu and to giving birth a week before.
On the way home I saw the car in front didn’t have its right back light, like it was broken and
needed a new bulb, but after a while I noticed all the cars had the same problem. That was
when I thought something seemed odd, but I was so tired I didn’t say anything. Back home,
I was asked how the film was so I kept saying how I loved it, thought it was really good and
how talented the singer was etc, but that’s all I kept saying, repeating myself.
I decided to go to bed, I didn’t understand what was happening so I spent a lot of time
thinking about it over and over again. I don’t know how I managed a whole night: waking to
sort Aston out, making his bottles, feeding him, changing nappies and snuggling him back
into his bed - bear in mind I had half vision, a numb arm, wobbly walking and the whole time
was scared and confused. When I went to bed I thought I’d wake up and everything would
be back to normal, but it wasn’t. I think Scott came in to give me a cup of tea, I’m sure he
said something to me, I have a feeling I replied but it didn’t make any sense … so from what
I have been told he then started calling people and the NHS and an ambulance etc.
I woke up about half 10 and went into the lounge, I remember seeing Scott telling me he
was trying to call an ambulance but all I kept saying was “don’t call them”, “I don’t need
ambulance” and “I’ll be fine”. Scott’s mum and sister were there. His sister asked about
Aston, but I couldn’t answer because I didn’t really understand what she said. It was good
that my eldest son Lewis wasn't there, it would have been so hard for him to understand!
My mum arrived, she held my hand and asked me something, but I had no idea what.
Eleven weeks later and she told me she asked if I knew her name, but I didn’t. I kept saying
“I’m fine, I don’t need anything”. I was trying so hard to seem and feel normal, a bit like
hiding my problem in case everyone thought I had taken drugs. I bet I looked drunk, wobbly
whilst walking etc…like an alcoholic! To be honest I was hoping everyone would leave so I
could be by myself, like I was ashamed. I knew I hadn’t done anything to cause it but I still
thought people would think it. I just wanted it to end and to go back to normal. I felt tired all
the time, my eyes wanted to shut, not like I was tired and going to sleep but that my body
was weak and tired and had no life to it - and I still thought I was fine! I wasn’t!
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Then there was a paramedic looking at me. Apparently there was 3 but I only remember one,
the woman, she was lovely. She asked me to do things but I didn’t understand. I knew my
name and date of birth but that was it. I asked my mum if my dad was going to mind Blaine (my
son), well that’s what I tried to say, but apparently that’s not what I said - the problem was I
couldn’t remember his name, I never asked about Aston because I didn’t remember seeing him.
I got to hospital and had the usual things, tests and doctors asking me to do things! I just
remember asking when I would be back home, when could I leave hospital etc. The problem is,
even after all this time, I still can’t remember most of the conversations. I started to feel worse,
but I kept thinking it was because I was tired and due to migraines because of having a baby 6
days before and losing so much blood from that, I had no idea it was because of a stroke.
Day 2: I have a feeling the doctors still didn’t know what was going on, I had so many of them
coming over to me, doing tests and asking me to do things. I sat next to my bed, taking loads of
pills, not knowing what they were for. I started to think the doctors were evil, making me worse
because that was the day I couldn’t walk well, was very wobbly, very very tired and emotional. A
woman came over with some paper and started to help me write down what I needed to know.
She watched me cry my eyes out and get frustrated. After that I spent 3 weeks writing, writing
rubbish, things that didn’t make sense or just a word, an odd name, it just seemed so natural.
The day after I started to have an obsession with the colour pink, everything had pink marks on
it, even Scott’s jeans, never in the same part of them though - it must have been my vision. This
is the night I was put into the Acute Stroke Ward. I kept looking at the word “Stroke”. I stayed
awake for ages, with so much stuff going through my head but no way of telling anyone.
The next few days I felt alone and isolated. The nurses spoke to me but I didn’t know what they
were saying. I felt trapped with no communication. I looked at the other patients, all elderly and
looking really poorly, and it was bloody scary. To be honest I never once thought I had even
had a stroke - the stroke from the FAST advert shows the arm, the mouth, the no way of talking
etc. I looked and seemed so well, it was just I had a different type that meant I had language,
speech and communication problems, including memory. Physically I was a “normal” person.
It was the longest few weeks until home!
Every morning was a 7am start, blood pressure, then breakfast and a great pudding of
medications. The first couple of days in the ward were emotion on top of tests and therapy and
doctors over and over again. I had my first shower in hospital too, it was so nice to be fresh
again. Although it was actually quite hard and showed just how much we take for granted.
And now ...
This was 18 months ago. I have since left my partner and met a new one. Paul and I got
married on 22 October this year. I have never been this happy in my life!
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Meet our Volunteers – Different Strokes Lincoln
Are you scared to reply to Lorraine’s request when you live in a place included in her
list of places she would like an exercise group? If so, don’t be.
We made contact in August 2009
and after receiving the start up pack
we started to put out feelers to ask
for some funding locally to get us
going. Lorraine was with us all the
way. She must have thought “not
them again” when we had yet
another question, but she always
had an answer, even providing us with a list of suitably qualified potential exercise instructors.
Once we were sorted with Heather, our instructor, we found a suitable venue for our weekly
session. Lorraine headed a launch meeting for us, and we invited health professionals and
anyone else we thought might be interested in attending. Posters were sent to all GP surgeries
and the start date was set. Then the nerves kicked in. Would anyone turn up? Would they
want to exercise? Would they be nervous too? When we met for the first time there were just
4 of us - 18 months later we regularly have 25 to 30 stroke survivors and carers.
In 2009 we were informed by our County Council of funding available from the NHS to support
stroke survivors. We put in an application in which we outlined how we proposed to use the
money and were lucky enough to have our application accepted. After running for 12 months
we thought we’d try to obtain further funding to continue the group once the original money
was used. Our Community Stroke Matron gave us details of a local trust which funds projects
connected to health issues. Once again we applied and were successful. This year
Lincolnshire Co-operative Society celebrated 150 years and through the local press invited
groups to apply for grants. We applied and now have funds to take us through to 2014.
My husband, also a stroke survivor, and I are now in the background. The members
themselves determine how each session goes, coming up with ideas to raise funds and how to
develop the group. They are wonderful and basically they are the group. The support they
give one another is awesome. When asked to sum up the group in one sentence, one lady
said, “It makes me smile”. It makes us smile too when we see the improvements, the
friendships and fun that an exercise group can provide to a stroke survivor.
Different Strokes had the idea but it is down to ordinary people like us to get a group
going which continues to help a stroke survivor enjoy a better quality of life. Give it a
go, don’t be afraid, contact Lorraine!
Jan and Gordon Norris
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Group Development - Regional Update
I cannot think where this year has gone and despite all the doom and
gloom at the moment we are still opening new Different Strokes
exercise groups! Nottingham is a recent addition so a warm welcome
goes out to that group. I’ve also received inquiries from people
interested in starting groups in Coventry and the Rochdale/Bury area.
There are just so many benefits to attending regular exercise if you’ve suffered a stroke
including improvement to function, balance and co-ordination which can assist with daily
living activities, as well as helping with depression and anxiety. Also stroke survivors say
attending the groups makes them feel less socially isolated and they have a laugh too!
I am always keen to help with the set up of new groups and there is nothing more exciting
than getting a new group up and running. I provide volunteers with support to identify a
venue, exercise instructor, funding, and stroke survivors and carers to participate. So if
there’s nothing in your area and you think that stroke survivors and carers would benefit,
then please make contact with me. Examples of some locations where new groups are
needed include: Blackpool, Cardiff, Derby, Doncaster, Dundee, Edinburgh, Exeter,
Kent, Liverpool, Stafford, York.
Volunteering for Different Strokes is interesting, rewarding and fulfilling and you never
know where it might lead. Existing Volunteer Coordinators for Different Strokes groups get
involved with all sorts of activities related to the group as well as campaigning and working
with the NHS and other organisations to promote better health and social care provisions
for stroke. If you have a few hours per week to spare and are interested, why not make
contact so we can discuss how to set up a Different Strokes exercise and support group in
your area.
Lorraine Ayres: lorraine.ayres@differentstrokes.co.uk, 0845 130 7172 /
01908 317618

In memory of Reg West - by Different Strokes Middlesex
Reg West was a member of Different Strokes Middlesex for over 10 years. Sadly, he
had a further stroke which meant he and his wife could no longer make the journey to
the group. Reg and Becca were a lovely, sociable couple who were a joy to be with.
Reg sadly died on 7 July 2011 and Becca kindly asked for donations in his memory to
be made to Different Strokes Middlesex. We appreciate Becca's generosity and were
surprised and delighted to receive £819. Many thanks, Becca, to you and your family.

Page 24

24

Different Strokes

Occupational Therapy - helping people return to work
“I work as a vocational rehabilitation assistant supervised by a clinical
specialist based in Mile End Hospital in Tower Hamlets in London. We work
closely with people who have long term neurological conditions such as
stroke and brain injury.
Susan Welsh

Vocational rehabilitation supports people who want to get back to work but
also offers support with finding voluntary work, maintaining your current employment or
returning to education. Banker, chef, computer scientist or church vicar - we’ve worked
with them all!

Rehabilitation allows people to work towards achievable patient led goals and if return to
work is seen as a goal, then a referral is made by a healthcare professional, GP or we also
accept self referrals. An OT carries out an initial assessment including a medical history,
cognition (memory and thinking skills), environmental factors relating to the home and local
community and information on previous and current employment. A therapy programme is
set up which links in with the recovery and return to work goal. Work site assessments are
also carried out and the OT can recommend equipment and strategies for surviving once
back in work mode.
Prior to her stroke Janet worked in a busy office with a commute during rush hour each
weekday. Her main difficulties were using a computer keyboard and having the confidence
and fatigue level to manage her day. Janet received therapy input from myself 2 to 3 times
a week to practice keyboard skills, a mock office set up with ‘customers’ calling and hand
exercises to improve strength and stamina. The OT was able to communicate with Janet’s
employer supporting a graded return to work programme. Working 2 then 3 days per week,
travelling out of commuter time and using the Access to Work programme funded by the
government to enable travel to and from work for people that cannot use public transport.
Whilst I understand not all teams have a vocational service, here in Tower Hamlets we are
small but needed. We link in with various other local organisations including Disability
Employment Advisors, Jobcentre Plus, Tower Hamlets College. We also run a 10 week
cognitive skills group and a monthly educational group looking at CV writing and interview
skills in preparation for returning to work. Both groups are open to stroke survivors.”
Susan Welsh, Vocational Rehabilitation Assistant, Disability Options &
Community Stroke Team, Mile End Hospital, London E1 4DG
For more information on how Occupational Therapy can support people
of all ages after a stroke, please contact The College of Occupational
Therapists, Tel: 0207 357 6480 or visit www.cot.org.uk
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Using the Note Downforme
Journal To Communicate
Without Speech by Julie Dyg
When my Mum had a stroke I
developed a journal to keep by her
side to record who visited her and anything the
medical and support staff wanted to tell us
because Mum lost her ability to speak.
It was a huge success. By pointing to things
written, and photos, Mum felt part of the
conversation again. She related what her
speech therapists had done with her, when her
consultant had visited and even when she had
her hair washed, through her book.
Unfortunately, when a stroke survivor can’t
speak they can be treated as being unable to
understand or are ignored in conversation.
Sadly, Mum had another stroke and died earlier
this year but my family now has a wonderful,
permanent and very precious record of her last
few months which we shall treasure forever.

Advertisement

To purchase your own 21cm square Note Downforme
journal for £9.95 + p&p go to www.notedownforme.co.uk

Launched in June 2011, Evenbreak is a new, not-for-profit specialist job board for disabled job
seekers. Inclusive employers often struggled to attract disabled candidates through usual
recruitment channels and disabled job seekers were sick of being rejected the minute they
declared their disabilities. It seemed apparent these two groups of people needed help to find
each other!
Candidates can register on the site, upload their CVs and search for jobs free of charge.
Employers pay a nominal fee to advertise vacancies or search the candidate database.
Evenbreak is the only not-for-profit specialist job board run by disabled people for disabled
people. It attracts a diverse range of employers (including, for example, the BBC, Yorkshire
Water, Smiths Medical, RBS and a number of public sector bodies) and a diverse range of jobs
(including admin assistants, engineers, case assistants and qualified accountants).
For more information visit www.evenbreak.co.uk or call 0845 658 5717.
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Meet our new trustees ...
Julia Caines has worked in the charity sector for 14 years. She has extensive experience in
the mental health sector and currently works for a private charitable trust. She is also an
Associate Hospital Manager. She had her stroke in 1997.
Richard Djan-Krofa is Chartered Surveyor. He suffered his stroke in May 2008,
in full view of his then 4 year old son. On a voluntary basis he has provided
leadership to young people in various groups and is currently a Boys Brigade
Officer in his local Church. He is 40 and married with 3 boys.

Nigel Thickett worked in financial services until he retired in 2000 after a
stroke. He had further strokes in 2005 and 2006. He lives in West Yorkshire
with his wife and 3 children who are aged from 16 to 23.

Steven Verity is a Chartered Suveyor and is currently a Director with CBRE
specialising in residential development. Steven suffered a stroke 10 years ago.

Online resource for People With Aphasia
The Tavistock Trust for Aphasia has launched a new free, online resource
designed for people with aphasia, their carers, as well as for Speech &
Language Therapists.
The resource can be found at: www.aphasiasoftwarefinder.org.
This website aims to help people with aphasia, their families and friends, speech and language
therapists to find software that could help improve communication.
This resource will enable people with aphasia to specify their area of language difficulty and be
immediately given a list of available relevant treatment software programs. Detailed information
is then provided regarding each program, enabling an informed choice to be made. This tool
aims to make the search and selection process quick, simple and objective.
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Lonely Hearts
“Dear Lonely Hearts ...
LINK 106
Hello, my name is Peter. I’m 64 and I’m living by myself in Kent.
I would like to meet a lady for company and travelling.”
If you’d like to make contact, please email links@differentstrokes.co.uk putting code 106 in
the subject bar, or write to Link Code 106, Different Strokes, 9 Canon Harnett Court,
Wolverton Mill, Milton Keynes MK12 5NF.

Tips for Increasing Confidence
(before dating or for life in general!)
•

Imagine vividly how you will feel AFTER successfully completing the
task you need confidence for.

•

When you are savouring how good it feels, START the task you need
confidence for!

Sam van Rood
Stroke Survivor
& Dating Expert

OR

•

Pretend it is the day after you have successfully completed the event
or task. Enjoy how good it feels and run a movie/the story of you succeeding through
your mind and feel the boost to your confidence at succeeding.

•

Now START doing what you need confidence for (going to the loo provides cover and a
good excuse to do this in private)!

How does this work?
When you vividly imagine doing something your brain produces the same chemicals that are
involved in actually doing it. Athletes use this method and imagine every single step of their
event and then feel the excitement and joy of crossing the finish line and the rush and joy of
victory. It takes a little practice but the more you practice, the better you will get!

Share experiences and make friendships via the Different Strokes
group on Facebook or via the message board at our website:
www.differentstrokes.co.uk. You can also tweet us at @diffstrokes!
Or call the Stroke Line Mon to Fri from 9am to 5pm on 0845 130 7172.
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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
Follow the link from our website to the Different Strokes group on
Facebook and make online friends and share experiences
Follow Different Strokes on Twitter at @diffstrokes
Exercise Classes: to find your nearest Different Strokes exercise class please
contact us or visit www.differentstrokes.co.uk and see Exercise Groups

Are you on our mailing list? If you would like to be sent this newsletter automatically and
to receive a copy of our practical information pack or any of our Work After Stroke
information, please contact us at the office.
Why not receive your newsletter by email? This not only saves Different Strokes
the cost of printing and postage but saves the earth’s resources too. Just email
newsletter@differentstrokes.co.uk and ask to be added to the email mailing list.

