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Different Strokes
Welcome to Newsletter number 50! 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 or an issue that you’d like us to
feature, please get in touch. Our contact details are on the back cover.
Check out our new website at www.differentstrokes.co.uk which includes
an online help facility from 10 am to 12 noon each weekday. It also links to our lively and
supportive Facebook group - please feel free to join us if you haven’t already done so.
Our 2012 conference, looking at Therapies for Body and Mind, took place in
Birmingham on Saturday 15 October. Our thanks go to Ingrid Ash from the Birmingham
group for hosting a hugely enjoyable day! Delegates enjoyed a mix of presentations and
interactive workshops which provided an opportunity to try out a therapy of their choice.
See our report on pages 8 to 10. Conference presentations are available on our website:
go to www.differentstrokes.co.uk and click on News/Events along the top menu bar or
call the office if you’d like us to send a copy. We are already looking forward to our 2013
conference - more details in due course.
Thanks as always to our many volunteers who have been giving their time and raising
valuable funds for us throughout 2012. Your help and support is invaluable and Different
Strokes wouldn’t exist without you. We really appreciate everything you do for us from
fundraising, helping with local groups, helping in the office, befriending other members,
to raising awareness of young stroke generally. If you are feeling adventurous and
looking for a fundraising challenge for 2013, call Genise Turnbull on 0845 130 7172 or
01908 317618 or contact genise.turnbull@differentstrokes.co.uk to discuss ideas.
If you are interested in getting involved with one of our local groups, please check
our website at www.differentstrokes.co.uk to see what is available in your area. Or
contact Lorraine Ayres at lorraine.ayres@differentstrokes.co.uk or call 01908 317618 or
0845 130 7172 if you are interested in helping to get a new group started. See page 31.
We are pleased to announce that we are launching our new resources for children
whose parents have had a stroke. Please see page 27 for more information.
Finally Christmas cards! - It’s not too late to buy Different Strokes Christmas cards.
Order online at our shop at www.differentstrokes.co.uk and we’ll send them out to you
within 2 days. All profits fund our services and support younger stroke survivors!
Wishing you all a very Happy Christmas 2012 and all the best for 2013!
From the Different Strokes Team
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This year, let's make it a “Christmas for good”.
“Christmas for good” helps you raise money for Different Strokes – at no cost
to you – every time you shop online.
This is because 1000s of stores have signed up to donate a % of every
purchase our supporters make online when they discover Give as you Live.
It takes seconds to get Give as you Live and then when you shop online at your
favourite stores this Christmas and beyond, they will donate for every purchase
you make, but at no cost to you.
Discover and download Give as you Live and start raising funds for Different
Strokes: http://www.tinyurl.com/giveasyoulive
The average shopper will raise £25 a year through what they already buy online.
So this year, let's make it a Christmas for good and then carry on and raise an
average of £25 each for Different Strokes in 2013.
Thank you
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A fantastic fundraising event!
The Wellesbourne and District and Shakespeare Lions Clubs annual raft
race has two objectives – to have fun and raise funds for worthwhile
charities. The raft race was certainly fun, albeit hard work paddling 7½ miles
down the River Avon, and was incredibly successful in raising funds for worthwhile charities
having raised a magnificent £13,250 for Different Strokes.

Different Strokes Birmingham group’s raft
crewed by Luke Williams, Darrell Johnson,
Darren Ash and Martin Williams

Spot the Dog with crew of Cruella and
Dalmatians is safely over the weir

57 rafts entered and 53 finished – including the Different Strokes Birmingham Group’s raft,
HMS Sinkable, designed by Darren Ash and Dr Steve Sturman, Consultant Neurologist. The
crew, Darren Ash, Darrell Johnson, Martin Williams and Luke Williams, won the prize for
having the most guts and determination. Spot the Dog won the prize for raising the most
sponsorship – over £4,000!
We are so very grateful to The Wellesbourne and District and Shakespeare Lions Clubs for
choosing Different Strokes to benefit from the 2012 race, and really appreciate all their hard
work over many months which ensured that the race was a huge success. Not only will the
funds raised enable us to continue to support younger stroke survivors, but our blood
pressure and heart rhythm checks on the finish
field raised awareness of some of the risk
factors for stroke and that stroke happens to
younger people too.
Special thanks to Ray Davis, a raft race veteran
and one of the Dalmatians on Spot the Dog, for
asking the Lions to consider Different Strokes as
the 2012 race beneficiary, and to Irene Shannon
and Lynne Davis who made the presentation to Lion Peter Fisher, the race organiser, presents
the Lions which persuaded them to choose us. Debbie Wilson with a cheque for £13,250
Photos courtesy of Irene Jutton, Tony Jones and Dawn Breese

y Jones and Dawn Breese
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Thank you also to all our other fundraisers, including ...
Mike Roantree whose 7 year old son Alex had a stroke shortly before
Christmas, raised £100s by bravely having his long hair cut off!

PICTURE: ‘THE NEWS’, PORTSMOUTH

Darren Wilding, stroke survivor, and his friend Jimmy Taylor cycled
from London to Paris and raised over £4000 ...
“This was such an achievement for Darren
after suffering a stroke in Jan 2011 aged
42. The doctor said to him the day that he
was discharged that the next time he was
in hospital, he wouldn’t be walking out!
That frightened him to death and in that
instant the cigs went and so did the beer.
Last year we raised over £1000 for
Different Strokes with the Manchester to
Blackpool bike ride, only 5 months after
Darren’s stroke and he managed to cycle
64 miles. This year he set himself the
challenge of London to Paris with his friend Jimmy which was 300
miles over 4 days! Myself and Darren’s youngest daughter, Rhianna, went to Paris to watch
them finish which was absolutely BRILLIANT!
Darren was young to have a stroke, not the youngest by a long way, but still being in his 40s
he knew that it wasn’t right and that something had to change. Different Strokes is a fantastic
charity and there are lots of people out there that need help and support, this is why he
raises money for you!”
Catherine Young (Darren’s partner)
Unfortunately Darren has since had another stroke - all at Different Strokes send our best wishes
and wish him a good recovery.
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Tony Peach raised over £1500 by
taking on his latest challenge for
Different Strokes, The Iron Man!
Tony has been a great friend and supporter to
Different Strokes since his sister in law
Caroline had a stroke aged 36. He continues
to amaze us with his never-ending energy
and enthusiasm!

In memory of Anna Dickman: Shop Direct colleagues
undertake Survival of Fittest Challenge ...
Dave Smallwood, Phil Corner, Karen Stothers, Zak Brooke, Phil
Lancake, Lee Harper, Martin Knight, Rob Goulding, Rebecca Greaves
and Greg Thomson from Shop Direct completed the Men’s Health
Survival of the Fittest Challenge in memory of their late colleague Anna
Dickman who sadly died following a stroke in Dec 2007. They had raised nearly £1500
when we went to print.

Ella Rhodes raised £222 by
undertaking a tandem
paraglide for us.
Different Strokes is a charity close
to Ella’s heart as she feels it is vital
that individuals and families get
access to the right help and support at the time they really need it.
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Oliver Lilburn and Florence Irvine raised over £1000
with a charity gig for Different Strokes
“Ollie suffered a stroke in August 2011 aged 18.
After seeing his recovery and how much his physio
had helped him, we both decided it would be a
great idea to do something to raise money for a
charity helping others in a similar situation.
Ollie has knowledge of business and marketing and I
am very into music and also worked as a promoter in
Cambridge, so we thought the best idea would be to
host a charity gig. We invited people from
newspapers, and radio stations as well as friends and
family. I also had a team of Ollie’s
close friends handing out flyers in
Ipswich town centre to raise publicity.
A few people who weren’t able to
make the gig made generous
donations, and many people also
donated items to the auction. We were hoping to raise around the £600 mark, so when we
raised well over £1000 it felt like an incredible achievement!”
by Florence Irvine

Thank you to all our many fundraisers who work so hard to raise much needed
funds for us and to raise awareness of stroke in younger people. We appreciate
all your efforts on our behalf and are indebted to you for your generous support.
Special thanks also to Charlie Major who raised over £2000 by taking part in the
La Marmotte 2012 cycling event in France, and also to Oliver Jones who raised
nearly £3500 taking part in the Vätternrundan cycling event in Sweden.

If you’re feeling adventurous and would like to find out more about events and
challenges to raise funds for Different Strokes, please contact me.
The next London to Paris Cycle takes place in June 2013 but there is also a Sahara
Trek in March 2013 and an Iceland Trek in July 2013. Or you could try something
Genise Turnbull
closer to home!
Fundraising

Email genise.turnbull@differentstrokes.co.uk or call 0845 130 7172.
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Different Strokes Conference Report 2012
The 2012 Different Strokes conference took place on Sat 13th October at the Saffron Centre
in Birmingham. The theme of “Therapies for Body and Mind” and the mix of lectures and
interactive workshops attracted a fantastic turnout.
Ingrid Ash, conference host and coordinator of the Different Strokes
Birmingham Central group, kicked off the proceedings by extending a warm
welcome to everyone and hoping everyone would have a really good time
and enjoy the conference.
Debbie Wilson, Chief Executive, reported that despite a difficult economic
climate, Different Strokes has had a good year and rather than facing cuts to
services, it is working hard to maintain, improve and expand its work. New
groups have opened in Leeds Central, Edinburgh, Sheffield, Solihiull and
Sandwell. Work to improve the information pack to make it more accessible
and aphasia friendly continues. Our new website with its Online Stroke Line
has now been launched. On a sad note, Different Strokes lost its Fundraiser,
Alison Binns, to cancer over the summer (see tribute on page 26). Debbie also stressed that
Different Strokes is grateful to all its supporters and one way everyone can help is to join the
online Give As You Live shopping scheme which donates a % to Different Strokes for
online shopping transactions at no cost to the buyer (see page 3).
Sarah Welsh, Chair of Trustees, welcomed our new trustee, Michael
Caines. She also thanked Vijai Krishnan and Bob Watson, who recently
stood down as trustees, for their great support. If anyone is interested in
becoming a trustee, Sarah asked that they should make contact with her. As
a stroke survivor herself, Sarah was looking forward to the day.
Dr Jattinder Khaira, Consultant Physician in Stroke Medicine, presented the
Annual Moira Lister Lecture on “Brain Recovery and Rehabilitation After
Stroke”. With personal experience of the rollercoaster of stroke after his
mother suffered one, he spoke about how the brain recovers, how stroke
survivors can help themselves and that the partnership between the stroke
survivor and healthcare professional is key to the rehabilitation process.
There is no one size fits all approach but rate of recovery generally depends on age, size of
stroke and level of impairment. Environmental factors, the support of family and friends,
work and education also play a role. The impact on the carer is also huge.
Presentation available at www.differentstrokes.co.uk - the Conference folder is in the
News/Events section
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Different Strokes Conference Report 2012
Dr Samantha Oakley, Consultant Clinical Psychologist, gave an “Introduction
to Psychological Therapies”. Psychological difficulties are a significant issue
for stroke survivors but this has only been recognised in recent years. One in
3 stroke survivors experience depression, 1 in 4 suffer from anxiety and 1 in 3
have a lasting cognitive impairment. Services need to move towards a ‘tiered
model’ with all survivors able to access psychological support. Evidence is
emerging for the efficacy of a range of psychological therapies for stroke survivors. Again,
there is no one size fits all approach, interventions should be tailored to individual needs.
Presentation available at www.differentstrokes.co.uk - the Conference folder is in the
News/Events section
Jon Graham, Clinical Director of Physiofunction and member of the Different
Strokes “Ask The Expert” newsletter panel, gave an inspiring presentation
about the relationship between exercise and wellbeing. The “I can ...”
approach to doing something leaves an option of saying “but not yet ... maybe
later” whilst the “I will ...” approach involves a commitment and maintaining
the will to achieve something after the initial excitement. Everyone can get
fitter, activities can simply be adapted to suit the individual. Exercise improves emotional as
well as physical health; it helps with digestion, sleep, losing weight and controlling blood
pressure; even moderate amounts of exercise can help with depression, fatigue and improve
energy levels; it can help clear your mind and increase focus and concentration. Jon also
spoke about Functional Electrical Stimulation and the different types available which can be
used to greatly improve walking and arm function, providing a better quality of life to many.
Presentation available at www.differentstrokes.co.uk - the Conference folder is in the
News/Events section
Brin Helliwell: In 2005 Brin had a massive ischaemic stroke following a road
accident whilst cycling to work. He was 47 years old and very fit with no co
morbidity, i.e. there was no other illness to explain why he had his stroke. He
was a teacher at the time and returned to work, before taking early retirement
on health grounds in 2008. Brin reported his physical recovery was still
continuing and suggested even a 1% improvement each year would make a
real difference over time so it was worth keeping a diary to chart progress. He urged fellow
stroke survivors to believe in possibility rather than probability, to turn disability into ability and
to focus on what you can do now and turn it into what you will do in the future. Set simple
targets. Push, keep pushing, and don’t lose hope!
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Different Strokes Conference Report 2012 (continued from page 9)
The afternoon session allowed delegates the opportunity to take part in a hands on
interactive workshop session:
Music Therapy with One Voice Choir
One Voice is a community choir in Birmingham for
adults with acquired brain injury (ABI) including stroke.
It seeks to bring happiness and energy to the
community through the power of music. Delegates
joined the choir and together performed a series of
uplifting numbers for the audience as a whole.
Art Therapy with Gillian Lever
Gillian facilitates Drop-in Art Sessions for stroke survivors and their families and
friends at City Hospital, Birmingham. More details of her work can be found at
www.leverarts.com. She facilitated an Art Workshop inspired by the recent Raft
Race that took place in Stratford-upon-Avon to raise funds for Different Strokes.
Counselling with Barbara Wilkinson
Barbara is a speech and language therapist. She has also set up a counselling
service called ‘Breaking Through With You’ to provide appropriate, accessible
emotional help to support people with aphasia through the loss and adjustment
process.
In the counselling workshop, delegates explored the emotional impact of stroke and issues
related to living with a communication difficulty. Throughout the workshop, there were TOP
TIPS for you – strategies for overcoming the barriers that get in the way and an opportunity to
pool together insights and ideas. Barbara’s website and blog are at www.btwy.co.uk.
Tai Chi with Yanyan Yang & Gurmej Jagpal
Gurmej had a stroke in 2003, aged 38. He has
been taking part in Tai Chi sessions for 7 years as
he finds it helpful to strengthen his muscles and
loosen ligaments, it also helps to calm his mind
and improves his focus and concentration.
Yang trained in the martial arts in China for 30 years. In the
workshop she demonstrated techniques which are effective in building strength, suppleness
and stamina. Participants found the workshop to have a calming and relaxing effect.
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“I have been advised that I should improve my fitness and general
health to prevent having another stroke. Please can you give me some
advice on exercise? I've been told that I can't do weights as the strain is
bad for a stroke survivor. Personally, I get a bit bored with walking
when there's no destination but I need something that I can enjoy
enough to do more than once or twice a week.”
Jon Graham
Diet is a vital to maintaining good health and giving you energy for exercising.
Physiotherapist

It is best to avoid processed foods such as “ready meals” and try to prepare
meals from natural ingredients. Most people could benefit from drinking more water, and less
tea and coffee (and alcohol).

Gym activities such as treadmills, bikes, steppers, cross-trainers and rowers can all
help with your goal. A rower can also help with arm recovery. It is vital that you are
taught how to use this equipment by a suitably qualified instructor. Participating
regularly in an enjoyable activity is more likely to bring long-term health and fitness
benefits. Activities that help with co-ordination include Tai Chi and line-dancing.
Remember that you may feel “clumsy” when you start these activities, but your coordination will improve as you continue.

Ask the Expert

Exercise should include stretches, strength training and cardiovascular (stamina)
training. This can be a set of exercises that you do at home and/or as part of a group
such as a Different Strokes exercise class. There are now 50 of these across the
UK. You are right that lifting heavy weights is best avoided, but lifting light weights
can improve both strength and stamina.

Activities that help with stamina include swimming, aquarobics and walking. Many
local authorities have set up Health Walks where you can meet new people and visit
different parts of your town or county. You could join a Nordic Walking group. Nordic
Walking uses trekking poles which uses the upper body muscles as well as the legs.
Activities that help with stretching include yoga and Pilates. The benefits of exercise
are not just physical. Regular exercise can improve general mood and feelings of well-being.
Exercise can help with concentration during the day and sleeping at night. If you haven’t
exercised for a while, it is vital to consult your GP who can advise on any precautions.
Further information:
You can download a copy of Physical Activity for Neurological Conditions from
www.brookes.ac.uk/lifesci/lifepass
To find a local Health Walk: www.walkingforhealth.org.uk/walkfinder
To find out more about Nordic Walking: www.nordicwalking.co.uk

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

Email experts@d
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“I had a cerebral vascular stroke around 18 months ago and since
then I have been feeling the symptoms that you would normally
experience in the first few months of having a stroke.

My stroke has affected me mentally but not so much physically, so
when I try to explain to my doctor about my symptoms he just
Pankaj Sharma dismisses them. I get tingling in my cheeks, acute pain all down
Neurologist/
my head and headaches that last days at a time and cause me to
Stroke Expert
feel very tired. My left arm is heavy and very painful and my grip
is loose. My speech is very poor and can be quite hard to understand at times.

Thank you for your question. I am sorry to hear that you are suffering from such
symptoms following your stroke and feel that no one is interested in them. In fact
your symptoms are very common after a stroke.
Many patients report that while their physical condition improves noticeably their
'inner feelings' are much slower to recover. Even small strokes can have a profound
depressive and lethargic feeling in patients. Often talking to friends and relatives
and other stroke suffers in self help groups (such as Different Strokes) can help.
Occasionally it may be worth discussing the possibility of an anti-depressant for a
short period of time. Things will improve as time passes but it can take quite a while
and having the support of family and friends is very important, if possible.
Finally, the pain you are feeling is not uncommon after a stroke and can often be
reduced with drugs that are used to treat other conditions such as epilepsy. Your
GP should be familiar with many of these drugs and you should discuss them with
him/her.

Ask the Expert

It's taking up most of my day-to-day life and I don't understand why these
symptoms are occurring now and why my doctors are not listening to me.”

If you’d like to submit a question to our panel of experts, please email
newsletter@differentstrokes.co.uk or write to the address on the back cover.
We pleased to announce that a rehab consultant is joining our existing panel of
neurologist, physiotherapist, speech and language therapist and pharmacist.
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 and are not intended to provide specific advice.

Email experts@differentstrokes.co.uk or write to the address on the back cover
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“Meet Our Volunteer”: Catherine Dewart
Hi, my name is Catherine and I am 28 years old. I am a volunteer at
the Milton Keynes Different Strokes office. I have been a hairdresser
since the age of 16 so working in an office is very new and
challenging. I am enjoying learning new skills, gaining better
understanding and growing more confident each time I come to work.
I was amazed to find out just how much support and help is available
to stroke survivors. I had my stroke in early 2009 and it literally turned my world upside
down. Before that I would say I had always been lucky health-wise and rarely even had the
flu let alone anything serious. That all changed when I woke one morning to find that my
right side was completely paralysed. I’d had a blood clot that travelled to my brain and
starved it of oxygen, ultimately giving me a stroke. The scale of what had happened didn’t
really hit me for quite a while because I’ve always been (and still am) an optimist and
thought everything would work itself out as things usually had in the past. I was wrong. It
was going to take a lot more than just the waiting game until I started to get better. I was
going to have to work really hard to build my strength, muscles and co-ordination up or else
improvement would be slow and limited.
I spent 3 weeks in a stroke ward at the local hospital where I started making improvements,
however small they were. By the end of the 3 weeks I was very wobbly but able to stand
and take a few unbalanced steps with the aid of a walking frame. I then transferred to a
rehabilitation facility where I received intensive physiotherapy which I was told is vital early
on in the treatment of stroke. I was making improvements every day and after 4 weeks I
had been stubborn enough and made enough improvement that I was allowed to be
discharged into the care of my parents.
It was a very slow and not particularly steady recovery (often 1 step forward was followed
by 2 steps back) but I eventually found the cause of my blood clot, it was a combination of
Lupus (SLE) and Antiphospholipid Syndrome. I started to take the right medication and
haven’t looked back since.
Unfortunately for me, I wasn’t aware of Different Strokes until this year when I discovered
the website. I was amazed by the wealth of support that is available and feel truly honoured
to work amongst so many inspiring people who have dedicated their time, experience and
energy into helping others. The difference Different Strokes makes to so many lives is clear
and I want to make a difference too. I am very happy to be accepted into the team.
Thank you to Catherine for sharing her experiences of volunteering with us. If
you’d like to find out more about volunteering opportunities call us at the office on
01908 317618 or 0845 130 7172 or email volunteering@differentstrokes.co.uk.
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Advertising Feature

Zara fights her way back
On the 4th of April 2004 Zara Robert’s life
changed forever. Zara had a horrific road
traffic accident caused by a nail in her tyre.
Her parents were prepared for the worst as,
at the time, the doctors said there was only
a 5% chance she would survive.
But she did.
With a brain injury and multiple fractures,
Zara spent 2 months in a coma and another
7 months in rehabilitation for left-sided
paralysis. She had to learn to swallow, eat,
walk, talk, dress and wash herself.
Unfortunately, and even after intensive
training, her walking remained affected by
balance problems and tiredness. Zara was determined to be active but found it difficult to
do so with her limited walking ability.

Active with ActiGait®
In 2008 Zara started to use an external FES device. Although the FES helped her walking,
she found it difficult to use and it interfered with her active daily routine. In 2011, Zara’s
specialist helped her find out about the drop foot stimulator ActiGait® from Ottobock.
ActiGait® uses electrical impulses to stimulate the affected leg. Surgeons insert a small
implant into the thigh and connect it to the common peroneal nerve. When the foot is
raised, a wireless heel switch detects this and triggers the control unit to stimulate
movement. The implanted electrode activates the muscles of the lower leg to aid the
walking – a simple and unobtrusive solution.

Paralympics as a reward
Zara has been working towards a degree in Teaching and dreams of teaching young
children with special needs. Thanks to her strong will Zara also worked hard to qualify for
the disability cycling team for the Paralympics Games. She was recently nominated to
become a torch bearer and helped carry the Paralympics flame on its journey from Stoke
Mandeville to Stratford. And thanks to ActiGait®, Zara carried the flame and walked with
ease and confidence.
More info about ActiGait®: www.dropfoot.co.uk
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Social care & stroke
What is social care?
Stroke, in the different ways it affects people, is the single largest cause of adult disability
and a major reason why people need social care. It is reckoned that approximately 300,000
people who have had a stroke in the UK are moderately or severely impaired by it. How
many of them are under retirement age is not known.
Not everyone will need social care, that’s to say publicly funded
assistance provided by local authorities and voluntary agencies, to meet a
range of practical and emotional needs, but many do. This assistance can
take the form of advice and information, help to claim benefits, provision
of aids and adaptations and funding for amongst other things, day-to-day support in the
home, day activities or a place in a care home.

Eligibility for care
Local authorities have a legal duty under the 1990 NHS &
Community Care Act (Section 47) to assess the needs of anyone
referred to them who appears to need social care. The purpose of
the assessment, usually carried out by a social worker,
occupational therapist or both, is to identify the individual’s different
needs, preferences and how these can most appropriately be met. They also have a duty to
provide information (section 46) about services to enable people to decide how they want
their needs to be met if they are eligible for assistance. If the person is eligible, the local
authority is required to produce a care / support plan setting out how the need will be met.
Eligibility for assistance is determined according to the Fair Access to Care Services
guidance (originally issued by the Department of Health in 2003, revised in 2010), which
sets four bands of eligibility based on people’s needs:






critical
substantial
moderate
low

Financial pressures have increasingly meant that local authorities have had to review and
raise the level at which people become eligible for assistance, with almost all councils now
only assisting those who are assessed as having critical or substantial needs.
Contact addresses for Adult Care and Children’s Services can be found via local
authority switchboards, websites or on the direct.gov website. Adult Care and Children
Services are provided by metropolitan and county councils and London Boroughs.

a local
and Children
oroughs.
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Financial eligibility
Health care is free at the point of use, but social care may not be. Individuals
may have critical or substantial care needs, but may not be eligible for
assistance because the disposable assets they have in savings, investments
and so on exceeds a set limit the government lays down. The limit is currently £23250; people
with more than this have to fund their own care. If the assets individuals have are less than
£14250, these are discounted, but they may be liable to contribute to the cost of the care they
need from their weekly income (Fairer charging policies for home care and other nonresidential services, Department of Health, September 2003). The government proposes to
limit the amount people end up paying for care, but by how much and when is not yet known.

Direct Payments
Since 1996 local authorities have been able to give people needing
social care the funds to manage this through a Direct Payment, as
opposed to directly providing this themselves or commissioning another
agency to do so (Community Care (Direct Payments) Act 1996).
Government social care policy has consistently promoted Direct Payments and other forms of
what is called self-directed support to enable service users to have greater choice and control
over their care, but only a minority of service users, primarily younger adults with physical and/
or sensory disabilities and mental health service users, have taken advantage of this.

Carers
Families are the biggest providers of care for people who have had
strokes. Local authorities have a duty under the Carers & Disabled
Children Act 2000 to assess the needs of carers who are providing
regular and substantial care, and to provide services directly to
carers. This usually involves enabling the carer to take a break
from caring, helping the carer to claim benefits (e.g. Carers
Allowance if eligible) and referring on to other sources of help.

Greater need, fewer resources
Although social care can play a big part in helping people cope and get on with their lives
following a stroke, the National Stroke Strategy (2007) made little mention of this, nor of the
way services needed to develop, and said nothing about the resources required to enable this
to happen. At a time when there are increasing numbers of people needing social care, local
authorities are being obliged to make big cuts in social care spending, by 26% by 2014/15 and
potentially beyond. This will mean fewer resources to meet ever increasing need.
Written by David Hearnden, a social worker employed by a local authority in the West Mids. He
works specifically with people who have had strokes, and has had a haemorrhagic stroke himself.
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Coping with changes as a family after a stroke
When a person has a stroke it’s not just the individual that is
affected; there is also an enormous impact on family members too.
Coping with changes to family dynamics can be confusing and
demanding for everyone. The person who has suffered a stroke is
coming to terms with loss not only in relation to their sense of self,
but also with other aspects of their life, for example job, household
responsibilities, tasks and social activities. Likewise the family of a
stroke survivor also have to cope with changes and losses too.
The stroke survivor can feel frustrated and suffer from angry outbursts.
This may be as a result of trying to adapt to change but might also be
related to the brain damage itself rather than depression or frustration.
In many instances these angry outbursts can be targeted at other
family members. So it comes as no surprise that family can equally
become frustrated and distressed at having to deal with a loved one who has changed
beyond recognition. This may also be impacted by the stresses of caring for someone who
may not be as independent as before.
As a family trying to cope with the changes, it can be helpful to
acknowledge feelings and recognise they are normal reactions to
the trauma of stroke as a life changing event. For example, as a
stroke survivor you might have the following thought: “Today I
feel sad because I am not able to do the things I used to be
able to do”. Talking this through with family members and then
working collaboratively to think about new roles and
responsibilities within your capabilities and limits can help to boost
confidence and maintain respect.
In some instances the person who has suffered a stroke can demand a lot of time and this
places increased pressure on family members. However, the flip side of this is that stroke
survivors often say their partner is too protective on the following issues: falling over; having
another stroke; or creating a safe environment to compensate for memory problems. It can
take individuals who have suffered a stroke much longer to complete tasks. So being
patient and allowing more time, even if the stroke survivor gets frustrated, is better than
offering to help too quickly and then being attacked.
However, it is also understandable for family members to feel protective, guilty, frightened,
or anxious about the future. It may be helpful to discuss with each other when it is
appropriate to offer help rather than just diving in to take over. Useful statements to use
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when dealing with frustration and conflict are: “When you (help me too quickly), I feel
(helpless or angry), so I need you to (give me space or allow me more time to get
dressed unless I ask for help).” But it is always better to wait until everyone has calmed
down to have a chat rationally, rather than in the heat of the moment.
Exploring everyone’s limits before reaching crisis point can also be
useful. For instance try discussing what you will and will not do as a
partner, together with what you can and cannot do as a stroke survivor.
Then if there are gaps between the two you can negotiate with each
other or seek additional help from family members or friends to create a
supportive environment where everyone has a say. If the stroke survivor has memory
problems it may help to write something down as a reminder of what the boundaries are.
So it is therefore not surprising that relationships are often placed under
so much pressure and many people feel overwhelmed by trying to cope.
Although for some having a stroke might bring a family closer together,
where the priorities and importance of family are further highlighted.
If you are having problems coping with changes, feel resentful, guilty, or
unable to negotiate your needs as a stroke survivor or as a family
member, sometimes counselling can help. Different Strokes can often
access low cost counselling for people on benefits subject to availability in your area.
Contact head office for further information on 01908 317618 or 0845 130 7172 or email
info@differentstrokes.co.uk.
Lorraine Ayres, Group Development Manager & Counselling Psychologist in Training

Carers Research Update
Will Hallam, Trainee Clinical Psychologist, recently carried out research
involving Different Strokes members into whether caring for a stroke
survivor has an effect on the carer. Interestingly everyone reported
some personal ‘growth’ from their experiences. Many felt ‘better able to
handle difficulties’ and had ‘more compassion for others’. This suggests that, as well as the
inevitable challenge of caring, people also see positives from their experience.
Carers who felt highest levels of growth tended to have more social support and were able to
give more time to thinking about their experience. So, for many, it seems it can be helpful to
reflect on experiences and seek out the support of others. William.hallam@wales.nhs.uk
More information for carers is available at http://tinyurl.com/carersdir or call Carers
Direct on 0808 802 0202.
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Aphasia
One of the effects of stroke can be aphasia; the area and extent of brain damage or atrophy
will determine the type of aphasia and its symptoms.
The literal meaning of aphasia is “speechlessness”, and that immediately will cause most
people great concern. However, a diagnosis of an aphasia disorder is an impairment of
language ability, which is hugely different to total speechlessness. Being able to communicate
is something most of us take for granted. It is part of our lives in so many ways:



It helps make and maintain relationships.



It helps us work and learn.



It helps us explore and keep in touch with the world.



It helps us understand our past and make plans for our future.

This class of language disorders ranges from having difficulty remembering words to being
completely unable to speak, read or write. With aphasia everyday activities such as having a
conversation, answering the phone, watching television, may suddenly become a source of
profound frustration and anxiety. It affects the person with aphasia and their families, friends
and carers.
There is no one treatment proven to be effective for all types of aphasias, but there is a strong
indication that treatment in general has positive outcomes. Most people will make some
degree of recovery, and many will recover fully.
Even if aphasia persists, it does not necessarily mean that a person is unable to live an
independent and meaningful life.
Jerry Johnson, jerry.johnson@differentstrokes.co.uk

Groups that offer aphasia support:
Connect

Tel 020 7367 0840

info@ukconnect.org

Different Strokes

Tel 0845 130 7172

info@differentstrokes.co.uk

Speakability

Tel 020 7261 9572

speakability@speakability.org.uk

Regional groups include: BASH in Berkshire, Dyscover, SMASH and TALK in Surrey,
NETA in Newcastle.
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The Aphasia Alliance's
Top Tips for 'Aphasia Friendlier'
Communication
Conversations


Avoid background noise where possible



Have paper and pen available for both parties



Make eye contact with the person



Speak at a normal speed, not too fast, not too slow. (If you speak fast
normally, slow down)



Speak clearly



Use short clear sentences – give one piece of information at a time



Ask one question at a time: Do you want tea? Do you want coffee?



Don’t rush - allow time for the person to take in what you are saying



Be patient - give the person with aphasia space to respond at their pace



Signal a change of topic



Use facial expression, tone of voice, pointing and gesture to explain what
you are talking about



Write down key words



Use maps, calendars and photos (e.g. family
members) to show what you are talking about



Encourage the person to communicate in any way he/she can



Encourage the person to let you know when they have not understood



Clarify - and rephrase when necessary



Listen to and watch for clues in facial responses, tone of voice, pointing and
gestures (non verbal responses)
Aphasia Alliance: www.aphasiaalliance.org
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Doing Life Differently ...
This is a series of free of charge
publications written by and for people
living with disability or health conditions.
The self-help booklets explore ways to
do everyday things differently and
manage specific areas of your life.
They give advice on a range of issues
including managing money, getting the
best from IT, and progressing in your
career, because you may want to do things differently. Each book provides a practical
toolkit, packed with advice from people with disability, and including real-world examples.
The books can assist with enabling you to take control of different aspects of your life and to
live with maximum choice and independence. The series includes:



Doing Sport Differently - A guide to exercise and fitness for people living with
disability or health conditions



Doing Transport Differently - information and real life stories to inspire people with
experience of disability or health conditions to use all types of public transport



Doing Work Differently - Getting and keeping a job while managing ill health or
disability



Doing IT Differently - Enabling people to use computers and information technology



Doing Money Differently - Managing money while living with ill health or disability



Doing Careers Differently - How to make a success of your career while living with
ill health or disability

To obtain a copy or for more info, visit www.disabilityrightsuk.org or call 020 7250 3222.

Benefits information is available on the following websites:
Disability Rights UK: www.disabilityrightsuk.org/claiming.htm
Benefits and Work: www.benefitsandwork.co.uk
The DIAL network can help you find someone in your local area who can assist with
benefit applications and appeals. Visit www.scope.org.uk/dial or call 01302 310123 to
find out if support is available in your area. Your local Citizens Advice Bureau can also help.
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Advertisement

Into Higher Education 2013
Disability Rights UK has
published its annual guide for
disabled students considering higher education.
It covers the areas:





will the college or university be
accessible?
how to choose a course ...
what support will be available?

It also covers the new student finance system
with up-to-date info on tuition fees, repayment
methods and support that will be in place for
2013 entry. Disabled students write about their
experiences and challenges in higher education.
Available free on request by emailing:
skill4disabledstudents@disabilityrightsuk.org
or call 0800 328 5050.
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Tribute to Dr Alison Binns
11 March 1957 to 9 August 2012
It is with great sadness that I write this tribute to Alison Binns, our
Grants Fundraiser. Alison told us at her interview that she had a
terminal illness, but we, and I think she, thought she would be with
us for longer than just one year.
Alison told us that she liked to “hit the ground running” – and she
certainly did. With the bare minimum of handover or induction she began to quietly get on
with her job, using her extensive knowledge and skills to make successful grant applications.
At the same time she endeared herself to us all with her dry sense of humour, her selfdeprecating manner and her stoicism and honesty in the face of her illness.
Following a BA (hons) in History and Theology and then a PhD in History, both from King’s
College, Cambridge, Alison began a long and distinguished career in charity fundraising.
Highlights included establishing and developing alumni relations departments at UMIST,
Cambridge University and the Open University and raising £3 million in 3 years for Queen
Alexandra College.
Alison only worked for organisations that she truly believed in. It is tremendously satisfying
that someone as experienced, shrewd and thoughtful as Alison recognised the need for
Different Strokes’ services and was prepared to work hard to ensure they continued and grew.
Her hard work in raising funds is still bearing fruit and, as some of her applications are still
under consideration, this will continue over the coming months. It is now 3 months since
Alison died, but barely a day goes by when we don’t talk about her in the office. Alison was an
exceptional person and those of us who had the privilege of working with her will never forget
her.
Debbie Wilson, CEO of Different Strokes

Are you worried about the cold weather?
The Brain & Spine Foundation has produced some guidelines and suggestions
to help: http://tinyurl.com/weathertips
If you have any questions about your condition and how it is affected by the
cold weather, contact the Brain & Spine Helpline. Run by neuroscience nurses, it can provide
support and information on all aspects of neurological conditions.
Tel: 0808 808 1000 or email: helpline@brainandspine.org.uk

Winter 2012

27

When Mum or Dad has a stroke, what do
you tell the children? ...
A stroke affects the whole family; lives are often changed forever and
the losses can be overwhelming. Children, like adults, feel the effects
of a stroke within the family and experience the feelings of grief that
follow. Children may not understand what is going on or be able to
express their feelings about a parent having a stroke.
In response to callers to the StrokeLine asking for information and
support in helping their children come to terms with what has
happened, we approached CHSS and asked them to join us in
developing some new resources. With the help of children who have
a parent who has had a stroke, Different Strokes and CHSS have
produced a series of books which explain to children what is
happening when their mum or dad suddenly has a stroke.
This can be an incredibly scary time for children and the books can be
used as a starting point for some of those difficult conversations and
to support children through the whole experience.
Five books cover the whole age range from toddler to teenager:



When My Mum Was Ill – a lift the flap book designed
to be read to younger children



When My Dad Was Ill – a lift the flap book designed to
be read to younger children



When My Mum Was Ill – a comic for older children
who are reading by themselves



When My Dad Was Ill – a comic for older children who
are reading by themselves



Jo's Story – a magazine article for teens and pre-teens

If you have a child who is struggling to cope please get in touch, letting us know if it is Mum or
Dad who has had a stroke, the child’s age and/or whether you think the lift the flap book, the
comic or the magazine article would be most suitable.
Call 0845 130 7172 or 01908 317618 or email
info@differentstrokes.co.uk.
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15 Questions with Donal O’Kelly
On a recent trip to Dublin our editor met up with Donal
O’Kelly, founder and first director of Different Strokes, and
managed a quick interview:
1. Why did you start Different Strokes?
In the early 90s stroke services, especially in rehabilitation, were very
limited. None of the professionals seemed to be striving for complete recovery for stroke
survivors. Back then, we were known as stroke victims – I wanted to shake off the victim
status and show we were capable of self-help.

2. What was involved in the start up?
Getting support within the medical profession, certain legal formalities for the Charity
Commissioners, fundraising, and lots and lots of enthusiasm and assistance from fellow
strokees. The energy from the members is what keeps Different Strokes going.

3. When did you move the office out of London?
We started our exercise classes at the London YMCA, but the idea quickly spread
throughout the UK. We wanted to be nationwide not just based in the capital. Initially, the
HQ was my front room, but as we got bigger we needed office space – which is very
expensive in London. About 1999 we decided to move out. Milton Keynes was central for
the UK, near the motorway, with reasonable office prices.

4. Why did you leave Different Strokes?
One of the main reasons was that I’d been doing it for 10 years, and at 55 I wanted to spend
more time with my young son.

5. Did your stroke change your life?
Utterly.

6. What deficits did your stroke leave you with?
Emotional lability. I giggle uncontrollably and weep buckets at inappropriate moments. I
usually plead insanity, so people ignore me. My balance is also shot to pieces, and I can’t
ride a bike for toffee.

7. Why did you not go back into practice as a barrister?
Initially, along with difficulties with arms and legs, I couldn’t speak. Unkind folk say that a
barrister who can’t speak can’t bull***t quite as much as usual, so where’s the harm? By the
time I got my voice back, I was intent on getting Different Strokes off the ground and threw
all my energy into the charity.
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8. Do you miss being a barrister?
No. I thoroughly enjoyed my time with Different Strokes. I love my current job, and I’m
looking forward to the next one, whatever that may be.

9. Did you ever write about your stroke?
I wrote articles for lots of magazines and some medical journals – and gave talks about
Different Strokes where-ever and whenever I could. It was difficult to get me to shut up!

10. Did anyone ever suggest you write a book?
After a talk I gave in Dublin, I was approached by Penguin to write a Stroke book, but they
didn’t much like the finished manuscript, so it never got published. Funnily enough, my
wife’s first book features a barrister who suffers a head injury, but one shouldn’t make
comparisons. It’s an e-book available from Amazon by Linda O’Kelly – check it out, it’s a
good read.

11. What have you been doing since you left Different Strokes?
I lived in Cyprus for 2/3 years, teaching and building a house. Then I went to Dublin and got
a job with the Bar Council, administering their complaints system. If you want to complain
about a barrister in Ireland, I’m your man.

12. Any regrets about your time at Different strokes?
I wish we had been able to do more for children with stroke. We had a couple of children’s
conferences, and there was a definite need there, but we weren’t able to raise enough
funds to initiate an effective service for children at that point.

13. Have you got any advice to those who have suffered a stroke recently?
Recovery takes a longer time than you think – don’t give up on it! A little conscious effort
everyday will pay dividends eventually.

14. What’s your favourite movie?
Godfather II.

15. Any suggestions for world peace?
Emancipation of women – worldwide.

Thanks Donal. One final question - another Guinness? Please ...
Childhood Stroke Support offers parents and family members of children
who’ve had a stroke an opportunity to share experiences and coping strategies great if you need a chat or want to offload any stresses and relieve some of the
pressure. www.childstrokesupport.com or join their Facebook group.
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Me and My Stroke
I’ve had a stroke
What does that mean?
Why does my head hurt?
Am I now a has been?
Ah! I can’t even put my socks on
God I am so, so, so tired
Half my body’s gone AWOL
Mising in Action, retired
What is going on?
Why is everything so hard?
I am a stranger to myself
Am I going mad?
One step forward
Two steps back
I am getting better!
Ah! I am having another brain attack
Stupid thing!
Why does my leg keep twitching?
Why me? Why?
God I wish I could stop crying
Wish I could remember what I am thinking
Instead I feel so bad
Sleep is my only relief
And I am getting plenty of it
Better not bitter
Fight the negative
Rage against the dying of the light
Anything is better than the alternative
Will I ever get over this bloody thing?
Woke this morning feeling half dead
That’s it!
I am going back to bed
Gareth Palmer

Share experiences, tips
and coping strategies,
and make friendships via the Different
Strokes group on Facebook at
www.facebook.com/groups/differentstrokesuk

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.

Lonely Hearts
“Dear Lonely Hearts ...
LINK 110
I’m Philip, 45, looking for a lady for love
or friendship. I’m genuine, honest and
am looking for the same in a lady of any
age.”
If you’d like to make contact, please email
links@differentstrokes.co.uk putting code 110
in the subject bar, or write to Link Code 110,
Different Strokes, 9 Canon Harnett Court,
Wolverton Mill, Milton Keynes MK12 5NF.
If you wish to place your own advertisement,
please contact Genise on 0845 130 7172 or at
genise.turnbull@differentstrokes.co.uk. Placing
an advert costs £10.
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Group Development - Regional Update
We now have around 50 exercise and support groups throughout the UK,
and have recently opened new groups in Sheffield, and Edinburgh. If
you want to find out if there is a group near where you live visit our
website and look at the section on Exercise Groups.
Each group provides valuable support, and in many instances access to additional
opportunities for exercise, physiotherapy and a wide range of other therapies and activities.
Groups often meet at fitness centres; community halls; church halls; and health centres.
Meetings may be held monthly, weekly or bi weekly, but for exercise to be of any benefit,
weekly attendance is required. In some instances there is a small weekly charge to help
cover costs of a fitness instructor, tea, coffee and other outgoings related to running a group.
Feedback I receive from individuals attending the groups includes comments such as: “this
group is like a family to me” and “the exercise is so much fun, we laugh and laugh”.
Most groups are run by stroke survivors or their family members who voluntarily give up their
time, to help other stroke survivors. Without the hard work, dedication, commitment and
enthusiasm of a wonderful team of volunteers, these groups would not exist.
If there is nothing in your area and you’d like to help get something started please get in
contact. I am always keen to help and there is nothing more exciting than setting up a new
exercise and support group. Volunteering for Different Strokes is interesting, rewarding and
fulfilling and you never know where it might lead. Existing Volunteer Coordinators get
involved with all sorts of activities related to the group as well as campaigning and working
with the NHS and other groups to promote better health and social care provision for stroke.
If you have the time to spare and would like to explore setting up a group, please contact:
Lorraine Ayres: lorraine.ayres@differentstrokes.co.uk, 0845 130 7172 / 01908 317618

Thank you very much to the staff of the
John Lewis warehouse in Glasgow,
seen here presenting Kathleen and
Jack Molloy of the Different Strokes
Glasgow group with a cheque for
£1918.25.
This was as a result of several
charitable events held for the group.
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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 forum 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
Go to www.facebook.com/groups/differentstrokesuk/ to 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

Would you consider receiving your newsletter by email?
If you’d like to receive the Newsletter by email and help reduce our costs,
email newsletter@differentstrokes.co.uk or phone us on 0845 130 7172
or 01908 317618. Your full name and postcode will help us make the change.
Your personal information is not sold or passed on to anyone else.

