/
<4 R //
//

: .; : ;r.fo;?-_*q 2 BT .
48N 5 WINTER 2014

L

A stroke
affects the
whole famlly Y

Adam tells us how he stayed
strong as a carer, a husband
andadad

Where our befriending
scheme canstepin

Driving after
astroke |
Are youready to get back
behindthewheel? . - =

Back to business .
Getting back toworkafter
astroke ‘

Stroke

StrOke-Org.UI( association

'.;:i}‘ .:_‘


http://www.stroke.org.uk
http://www.stroke.org.uk

With the festive season
approaching, our thoughts
often turnto family. Stroke can
unexpectedly change family
dynamics as half of all stroke
survivors are left with a disability.

That's why, as the leading stroke
charity inthe UK, we provide
support sofamiliesaren'talone.

On page seven of this edition,
Adam Moy talks about coping
as a carer when his wife had

a stroke after child birth.
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Colette Trainor, on page 19,
didn't have family to turn to
after a stroke, but she's found
support from our befriending
scheme. Andon page 12 you
canreadhow, with the support
of a Life After Stroke Grant,
Mark Ellis feels part of his family
again.lhope these experiences
offer you support and hope.

Sadly, the devastatingreality
of stroke means alifeis taken
every 10 and a half minutes
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inthe UK and many families
lose loved ones. Ifyou've
been affected by the

death of alovedone,

our Stroke Helpline
(03033033 100)

is here to help.

Very best wishes
for 2015.

Alex Bolton
Editor
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Toreceive three editions of Stroke News a year or hear an audio version,

w

visit stroke.org.uk/strokenews or call01604 687 721.
If you nolonger wish to receive Stroke News, or would be happy to read it online,

please let us know on strokenews(@stroke.org.uk or call01604 687 721.
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Your views

Over icyou QO

Your views matter. Your experiences may help inspire
others affected by stroke.

Thank you Readers'tips

Thanks for agreat magazine.
| always enjoy readingit.
How about a column called
‘Readers' tips' for stroke
survivors or their carers
toshare tips?

| receive Stroke News and find the reports
interestingas|donot have theinternet. The
summer edition was so, so moving. Thereports
on Cheyenne and Angharad were so inspiring.
It's so encouraging to read of people overcoming
their problems. Thank you for producing

such an excellent magazine.

| am constantly looking for ways to improve my
recovery and trying different things. Last year,
lintroduced breathing exercises and doing work
outsinapool. Thisyear, |'ve beenimproving
my diet.

@ Monica Broome (letter)

Inspiration from others

| had two stokes in 2010. Although my
recovery has been slow but sure, | have
problems with balance showing no
signs of improving. Stroke News has
beenaninspiration for me, reading
how people overcome their disabilities.

Never give up! E

One of my most helpful items has beenan A4
homemade daily exercise sheet. You can tick off
the boxes as you do things and get satisfaction
from that. Alternatively, if you don't do any then
there will be big blank spaces. It kind of nags you
every day! It has worked for me brilliantly well.

R ia——— .

@ Paul Foster (letter)
@ Richard Owen (letter)

Supporting Stroke News Doyouhaveatip?

'\

Inresponse to Can you help? page 4 Wedloveto hear fromyou.

Stroke News summer 2014: Iwant a
paper copy of Stroke News as | always
give mine to a hospital waiting area
or someone who has had a stroke.

I shallincrease my annual donation by
£10 ayear to help towards the costs.
May | suggest this course of action
to other people?

Write to us at Stroke News,

Stroke Association House,

240 City Road, London, EC1V 2PR

or email strokenews@stroke.org.uk.

Find us on Facebook
(facebook.com/TheStrokeAssociation)

0 and Twitter (@TheStrokeAssoc).
° Elisabeth Traverse (email)
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Hot topics

Hot

> Keep healthy this winter

It's easy to catch a chill at this

time of year. Cold weather

can be dangerous andlead to
health problems like pneumonia,
especially if you're over 65 or have

along-term health condition.

Soit'simportant to keep healthy,
eat welland keep warm.

2 Have youhadyour flujab?

If you've had a stroke or mini-stroke, or you're
over 65, contact your GP surgery or pharmacist

for afree NHS flu jab. Don't qualify for a freebie?

Many pharmacies offer flu jabs for a small fee.

2 Eatwelland keep warm

+ Stayactiveand, if possible, move around at least
once an hour. If you're unable to move much, try
chair-based exercises like moving your arms or
wiggling your toes to get your circulation going.

* Wearinglots of thin layers willkeep youwarmer
than one thick layer, as the layers trap warm air.

* Regular hot meals and hot drinks will help you
keep warm and keep your energy up.

World Stroke Day: In the UK:
Helpingwomen know

the score on stroke

© Couldyourbank understand
you better?

Many people have financial worries after a
stroke but don't get the help they need from
their bank. We're working with the British
Bankers Association to try toimprove things.
If you've had problems, getintouch
campaigns@stroke.org.uk

© How goodis stroke care
inyour area of Scotland?

The Scottish Stroke Care Audit Reportlooks
at the quality of stroke care, like getting
diagnosed and treatedin theright place, by the
right people at theright time. The 2014 results
are out now: www.strokeaudit.scot.nhs.uk

J

e Three times more women die of stroke than breast cancer
* It's the third leading cause of deathamongst women

* Around 30,000 women die of stroke each year

e © o o o o o
@ * ? @ @ * ? Reduce your risk of stroke and secondary stroke: see page six.
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Health note

educin

gour

of stvoke or

Blood pressure explained
# High blood pressureis the biggest risk factor
for stroke that we can control.

# It's a contributing factor to over 50% of strokes.

# The higher your blood pressure, the greater
your risk of stroke or having a second strokeis.

High blood pressure puts a strain on your blood
vessels, including arteries to the brain. The
pressure can damage thelining ofanartery,
allowing blood clots to form which may block
blood flow to the brain or cause blood vessels
toburstandlead to bleedinginthe brain.

Did you know?
Blood pressure tends torise as we get older.

High blood pressure may be caused by an
underlying health condition, such as certain
kidney disorders. But it canalso be due to

lifestyle factors such as diet and smoking.

Blood pressure problems canrunin families,
and certain ethnic groups, such as South Asian
people and African-Caribbean people are more
atrisk.

How do I know if | have high blood pressure?

But whatis blood pressure?

Blood pressureis the force exerted on the
walls of the arteries by the blood asiit circulates.
It's recorded as two numbers.

The first numberis the pressure
createdinthe arteries when
the heartbeats and pumps
blood out around your body
(systolic pressure).

At
R >

The second numberis the
pressureinyour arteries when
the heartrelaxes between
beats (diastolic pressure).

Theideal blood pressure for
ahealthy adultisless than
120/80mmHg.

You are said to have high
blood pressure if readings
are consistently higher than
140/90mmHg onanumber
of separate occasions.

High blood pressure often has no symptoms. There's no way of knowing your blood pressure unless
you have it checked regularly. See your GP, a pharmacist or a trained professional.
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Wow us on Twitter {v]

You can reduce your stroke risk by
controlling your blood pressure

Your doctor may give you medication to lower
your blood pressure, but there are simple lifestyle
changes which will also help:

Improve your diet

Too much of the wrong fat can
raise cholesterol and stroke
risk. Eating five portions of
fruit and vegetables a day can
reduce your risk by 30%.

Reduce alcoholintake

Drinking too much alcohol raises
your blood pressure, increasing
strokerisk. It can alsoraise
cholesterol and make you

gain weight.

Know Your Blood Pressure Day is coming

Saturday 18 April 2015 is Know Your Blood Pressure
Day. It's the perfect excuse to encourage your
friends, family and colleagues to have their blood
pressure checked.

We'llbe holding free Know Your Blood Pressure
events across the UKon 18 Apriland throughout
the whole of 2015. Find an event near you at
stroke.org.uk/KYBP

Stop smoking

You are twice as likely to have

a stroke if you smoke. Smoking
causes your arteries to furup and
increases your risk of ablood clot.

Eatlesssalt

Eatingalot of salt canincrease
your blood pressure. There can
be hidden saltin some processed
and ready-made food, so check
the labels carefully.

Getregular exercise

Thirty minutes of moderate
activity five days aweek can
reduce your risk of stroke by
aquarter.

So far this year we've held more than 1,200
Know Your Blood Pressure events in partnership
with Rotary in Great Britain and Ireland.

We've checked the blood pressure of nearly
50,000 people, helping to prevent stroke

and save lives.
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Feature

e

caver's story

When Mia Sarjeant had a stroke shortly after giving birth, shockwaves
ran through the whole family. Her husband Adam tells us how he stayed
strongas a carer,ahusband and adad.

Adam will always remember
when the joy of meeting his
second beautiful daughter
shifted to fear for his wife's

life. He says: “It was like an
earthquake struck our family."”
But they pulled together and,
justayearon,they're settingup
agroup to help others and, quite
literally, climbing mountains.

Our world turned upside down
“Within an hour of giving birth,
Mia became weak. Very quickly,
she went dramatically downhill.
She had a seizure in hospital and
lost alot of blood. | felt sick as
she was rushed to intensive
care for ablood transfusion.

“I stayed awake on the
maternity ward with baby Esther
while our first-born, Alice, was
at home with family. | couldn’t
understand how the life of
someone young, fit and healthy
was on a knife edge. It was the
next morning when she wasin
theatre having brain surgery
that | was told Miahad had a
massive stroke.”

Staying strong as a family
Thankfully, Mia pulled through
but she spent the next four
monthsin hospital. Adam says
“It was hugely intense but | found
that being organised was a way
of coping. | went into autopilot
trying tojoin up the dots of

the whole family’s needs.

“I'had to talk to Alice about
how her mum might not make
it. Asaneightyear old, it was
important she understood
what was happening. Working
through her questions together
about whether mum would
ever come home, if she would
have a wheelchair and her
concerns about if she would
still have feelings, brought

us closer together.”

Because a stroke can happen
out of the blue, many people
findthemselvesinarolethey're
not prepared for. It canbe both
physically and emotionally
exhausting, but having
somewhere to get some space
away from everything can help.

“Day after day, | paced the wards
with Estherinthe pram, dividing
my time between Mia, the baby
andtalking to the doctors,"” says
Adam. "What helped was finding
ahaveninaRonald McDonald
Charities home around the
corner fromthe hospital. 'd take
Esther there, get abreak from
the hospital and organise the next
few days. Having that breathing
space was absolutely priceless.”

“"We were also enormously lucky
that friends and family pulled
togetherand Alice was welllooked
afterin her normal routines.
Getting this help was essential to
stay strongandremain physically
and emotionally stable. | learned
youmustn'tbe shy toreachout
toeveryone andeverything.”

Also vital to Mia'srecovery was
her determination. It took four
months in hospital to learn to
walk again but she didn't give up.
She gradually got out of bed and
built up the strength and balance
towalk further and further along
the corridor. o
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“When she came home she

was very frailand walked with a
stick,” says Adam. “But we took
the girls to the common near

our house every day to build up
Mia's strength. She remained
motivated for the girls. Bending
down and picking up the children
and keeping busy with them was
probably the best kind of therapy.
A maternity nurse was also ahuge
support, coming every day and
helping outinthe evenings.”

Moving mountains
“Throughout Mia'srecovery,

we desperately felt we needed
tobe in touch with young families
affected by stroke. Therearea
lot of groups available for older
people but we couldn't find
anything for younger people

with children. Social services
weren'tabletohelpanditwasn't
untilwe met Jane Turner fromthe
Stroke Association, that suddenly
we found half a dozen families
locally who could share their
experiences and advice.

“"We became determined to help
othersinthe same positionand
with the Stroke Association’s
help we've set up a New Parents
Stroke Group. We're trying to
raise awareness and engage with
political and medical communities
toensure supportis available to
young families affected by stroke.”

To help fundraise for the group,
and as agoalin Mia'srecovery,
the whole family came together
to climb the 1,000m tall
Lochnagar munroin Scotland.
“It was a nine hour round trip.

| carried Esther,and Miaand
Alice walked the whole way.

It's a mark of how far Mia has
come and I'm extremely proud
of how much she's achieved
justayearonfromher stroke.”

To donate to Mia's climb and help fund the New Parents
Stroke Group, visit: justgiving.com/Mia-Sarjeant

@ ® @ Toattendthe group, which meets regularly in Clapham,

aAn London, contact info@stroke.org.uk.
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Adam’s advice
for carers

1. Accept help from friends.
Have alist ready of ways
people can help, like taking
the childrento school or
goingto the supermarket.

2. Make time for yourself.
It's vital to have abreak
and space away from
everythingtokeepup
your energy.

3. Hear fromother carersand
families in the same position
about how they've coped.
The Stroke Association
can help you connect.

4. Beopenwithfriendsand
family about what's going
on. There are books which
help explain stroke to
children, like Medikidz.
Doctors canalso help.

5. Talktoyouremployer.
Youhave theright torequest
flexible working and time
off to care for dependants
inan emergency.

Talk to your GP ifyou'reacarer
—you'relegally entitledtoa

carer's assessment to identify
your needs.
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Guidance

piclare of secia

After a stroke, people don't always get the support they need tolive
independently, which can put pressure on stroke survivors and their
families. The care systemis complex and differs across the UK. Over
thelast year, some changes have been announced across England,
Wales and Scotland which should make things simpler.

England

InEngland, a new law known as the Care Act will
comeinto effectin April 2015. It should make the
system fairer and help people get better care.

There are five major changes:

1 An assessment of carers’ needs regardless
ofincome
Even though carers have always had aright
toanassessment of their needs, people told
us they often found they couldn’t get one
until the local authority had looked at their
financial resources.

Thanks to pressure from carers'’ charities
and the Stroke Association, the new Actis
now clear that all carers must be offered an
assessment. Andit means that all carers
canaccess the things that are oftenthe
mostimportant, like free informationand
signposting to support.

2 Advocacy support will be available to
anyone who needs care

People who may struggle to understand
what's being offered to them or who
may find it hard to come to terms
with what their needs may be must
be offered anindependent advocate
by the local authority so their needs
can be properly represented.

Betterrecognition of related problems
Visual problems often accompany a
stroke or mini-stroke. The Act meanslocal
authorities must now maintain aregister
of people with visual impairments, and
may choose to maintain aregister for
people with learning difficulties to know
whoislivingin their area and what
services are needed.

4 Continuity of care

When an adult whois receiving careinone
area of England moves home, the new Act will
mean they'll continue toreceive care on the
day of theirarrival in theirnew area. Thelocal
authority inthe new areamust meet the needs
that were beingmet by the previous authority.

5 Capping the cost of care

For thefirsttime, the Act will putalimiton
the amount anyone will have to pay towards
the costs of their care. This is due to come
into effectin April 2016.

L

Read the full details about the Care Act here:
tinyurl.com/kpuwjuu
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Self Directed Support ’
in Scotland Ao

Since April 2014, everyonein
Scotland whoreceives care and
support fromtheir local authority has
theright to Self Directed Support (SDS).

SDS putsapersonin charge of what sort of
supporttheyreceive and how theyreceiveit.
This could be support at home with daily tasks
such as washing, eating or housework, or may
be things outside of the home, like shopping
orvisiting friends and family.

For moreinformation see:
stroke.org.uk/selfdirected

A new Social Services
and Wellbeing Actin Wales

The new Act aims to:

* Give people who use social services,
including carers, a strong voice and control
overthe services theyreceive.

* Enable earlierintervention to sustain and
improve people’s well-being.

What does this meanin practice?

* Assessments will focus on the outcomes
that people want to achieve.

* Aportable assessment willbe introduced
so that when people move from onelocal
authority to another, their assessment will
gowiththem.

* Social services and the NHS will have aduty
to collaborate and deliver more integrated
services so there will be better follow-up
with patients once they've left hospital
andthey're back in the community.

To find out more, see
tinyurl.com/mfn45cp

A glimpse at stroke —
and careinthe UK:

Stroke strikes every
372 minutesinthe UK

Britainhasatleast 1.16m
stroke survivors. Half have r
been left with a disability o

1in5 dependant stroke
survivorsinthe UKis cared
for by family and friends -

64% said the emotional
impact of stroke was the
hardest thingto deal with

2/3 of stroke carers
experienced difficulty in
theirrelationship with the
stroke survivor

©

-
Our factsheet Accommodation after stroke has
lots of helpful information and checklists to work
through. See stroke.org.uk/accommodation
or call the Stroke Helpline confidentially on

03033033 100.

= _/

Findinga
care home

Findingacare home
for yourself oraloved
one can be difficult.
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Feature

Mark Ellis had everything to fight for. Aged 22, he'd been married two
months and his daughter was just two weeks old. So when he had

a devastating stroke which left him with locked-in syndrome, he
certainly wasn't going to give up. He fought back, and now, with the
help of a Life After Stroke Grant, he's achieved his goal of picking up
his daughter from school.

Mark had been complaining of
amigraine just days before his
stroke. When the pain persisted,
he went to A&E but was sent
home with some paracetamol.
His concerned wife, Amy,
insisted he went back and while
Mark was in A&E his health
rapidly deteriorated and he
wentintoacoma. Amylearnt
the devastating news that he'd
had a brain-stem stroke. She
was told he might not survive.

Thankfully, Mark came round. But
the stroke left him with locked-in
syndrome, a condition that meant
his brain was alert but his body
was paralysed. He could only

communicate by rolling his eyes.
Mark astonished medical staff
by breaking out of locked-in
syndrome and after eight months
of intensive physiotherapy and
speech therapy, he was able to
walk short distances withaframe
and talk with a speak text device
on his mobile phone. Refusing to
let up on hisrecovery, Mark set
himself some goals.

“lwanted to be able todo more
with my wife and daughter, Lola,
who is now four,” says Mark.
“They have been so brilliant from
day onewhen|wasinhospital.
The major thing I missed out on
was picking my daughter up from

nursery. It was something | was
desperatetodosolset myself
thelong-term goal of collecting
her from school.

“We looked in our local mobility
shop for a scooter but couldn’t
afford one so we spoke to our
Information, Advice & Support
Coordinator at the Stroke
Associationin Derbyshire,
Sophie Dawson. She told us
about Life After Stroke Grants
and helped us apply for agrant
to put towards the cost of the
scooter. When Sophie told

us the application had been
approved, | couldn't believeit
—lwas excited!

| “The day | was able

o pickup

LoIa from school wasa dream

come true.”

“The daylwasable to pickup
Lolafrom schoolwas adream
come true. lwent with Amy
and we felt like a family.

“The scooter has been amazing
for me as anindividual and for
my family. I've got a massive

part of my life back which | never
thought would happen.lcan
watch Lola play in our local

park and we have races outside
our bungalow, with Lolaon

her bike against me on my
scooter. We canalsogoto

the shop together.

;\\

“The grant from the Stroke
Association has been amazing
for me; it has helped me feel like
part of the family, which is what
| always wanted. Thank you so
much to the Stroke Association
for making this possible and
making my goal achievable.”

Firstzloss

Royal Mail Group has chosen the Stroke Association asits Charity
of the Year, after receivingalmost 40,000 staff votes.

Recovery grants help fund household appliances such as cookers and
. LllFe A‘Frer '/ washing machines but also home and equipment modifications such
as handrails, specialist kitchen appliances and adapted wheelchairs
SrOke Granr —the sort of things that will help to improve your quality of life.

Activity grants help stroke survivors back into their local communities
by funding activities linked to their recovery plan, such as training
courses to get backinto work.

Life After Stroke Grants provide
avitallifeline to stroke survivors
and their families. Grants canbe
forupto £300. Sothey'reable to
help those mostinneed, grants For more information or to apply, see stroke.org.uk/support/life-after
are means tested. or call the Stroke Helpline on 0303 3033 100.

Over the next two years Royal Mail aims to raise at least £2 million
to fund our Life After Stroke recovery and activity grants. It's

thanks to their amazing fundraising efforts that we'llbe able to
provide these vital grants to up to 10,000 people affected by stroke.

Hardship grants help towards critical living costs such as food and fuel.
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Guidance

Afterleaving hospital, someone with along-term condition spends on
averagejust three hours ayearin contact with ahealthcare professional.
You can help your recovery by doing exercises at home every day.

Around 80% of stroke survivors have movement problems, usually on one side,
because the part of the brain that controls movement has been damaged. Hand
weakness can make everyday tasks, like preparing food and getting dressed,
difficult and frustrating. Anna Lavelle, a physiotherapist at Virgin Care in Surrey,
explains some simple exercises to help mild to moderate weaknessin the hand
which you can practice athome.

.

1. Stretching and strengthening fingers
Rolling out plasticine or playdoughintoalong

3.Improving dexterity

Practising picking up small objects can
help improve your ability to make precise
movements with your hands and fingers.

sausage can help strengthen and straighten your First, try to pick up coins and turn them over.
fingers. Carefully judginghow much pressure to You may need to slide themto the edge of atable.
apply stimulates the skin and helps regain feeling. Gradually try to pick them up without sliding.
For further practice, try coiling the sausage into Then build stacks of coins, placingthemaccurately
a spiral or pinch with your thumb and fingertip ontop of each other. Use larger coins to start - £1
atintervals along the length. or £2,and then progress to smaller, thinner coins.

2.Increasing feeling

Touching different textures may help improve
feelinginyour hand. Fill alarge container with
dried beans, lentils or rice and push your hand
through the beans, allowing them to cover the back
of your hand. Stir them with your hand. Try grasping
ahandfulandthenlet themfall through your fingers.
Progress this exercise by feeling for and picking out
small household objects hiddeninthe beans orrice,
forexample, a clothes peg or teaspoon.

Stroke News Winter2014 14



Guidance

Driving affer a stroke

After a stroke your ability to drive safely can be affected. You may
experience vision problems, weakness or paralysis, difficulty
concentrating or making quick decisions and fatigue. But when
the timeisright, many stroke survivors get back behind the wheel.

Q Canldrive after a stroke or mini-stroke?

‘ If you've had a stroke or mini-stroke (also

A known as a transientischaemic attack or
TIA) you're not legally allowed to drive for
one month, evenif your symptoms have
fully stopped. After amonth, your doctor
willneedto agreeyou're fittodrive. If
you've had anumber of strokes or TlAs,
you'll have to wait three months.

Different regulations apply to drivers
of Large Goods Vehicles or Passenger
Carrying Vehicles so speak to your
doctor for advice.

Who do | have to notify?

If, after amonth, your doctor agrees you
candrive again, you can do so without
informing the DVLA (DVAin Northern
Ireland). If you've had multiple strokes or
TIAs or your doctor or youfeel that you're
not fitenough todrive, you have to tell the
DVLA/DVA. Before youstartdriving again,
you must tell your insurance company,
evenifyou've been passed by adoctor to
resume driving, otherwise your insurance
could be void.

=%

What ifthe doctor says I'm not fit
todrive?

The DVLA/DVA will assess your
circumstances with you and your GP.

You may be required toundergo an
assessment. Your local mobility centre can
dothis. Find yours at mobility-centres.org.
uk orcall08005593636. The DVLA/DVA
willuse thisinformation to decide whether
ornotit's safe for you toresumedriving.

2O

Tips for driving after a stroke

1
2

() I o

Always speak to your GP about your
personal circumstances and take your
return to driving slowly.

Always checkifit's necessary to send
your driving licence back to the DVLA/
DVA before doing so.

If you get your car adapted you must
inform the DVLA/DVA and your insurance
company. Consider having lessons using
the adaptations you've chosen.

Youdon'thave to pay VAT on adaptations,
theirinstallation, repairs or maintenance.

Speak to your local mobility centre
(mobility-centres.org.uk) and
shop around for the best price

on adaptations.

If you can't afford car adaptations, see
if you're eligible for a Stroke Association
Life After Stroke Grant. Find out more
onpage 12.

Under the Disability Discrimination Act,
insurers cannot refuse disabled drivers
insurance or charge extra without
justifying evidence.

Stroke Association Insurance
Services might be able to help.

See stroke.org.uk/get-support/
motor-insurance or call0800 519 0759.
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Getting back behind the wheel

Lastyear, at the age of 63, Colin suffered a stroke
which left him with paralysis down his right side.
But he was determined to get back behind the
wheel. When he left the rehabilitation hospital five
weeks after his stroke, he was walking with the aid
of astick, and he started planning how to get back
todriving.

Three weeks after leaving hospital, his occupational
therapist applied for his assessment and test for him.

Colin said “It took two months to get an
appointment and | was assessed at my local mobility
centreinanadapted carbecause I'munable touse
my right arm properly and don't have much strength
inmy right leg. It took a while to get the pressure
right on the accelerator and brake with my left foot,
butit went well. The assessor was happy but wanted
me to have some lessons to become more familiar
with the adaptations before my test.

“Passingthe test and getting my car adapted has
made a huge difference to my independence. | can
go and play bowls every week and do the shopping
somy wife nolongerhastodoitall.”

. Some common car adaptations

Steering wheel hand
control/lollipop grip

This canbe connected to
your dashboard controls,
soyou can operate the
indicators and windscreen
wipers without removing
your hand from the wheel.

. | Asecondaccelerator

" | Aleftfootaccelerator can

. | beaddedtoautomaticcars.
" | ltcanbeflipped up so that

' | otherdrivers can stilldrive

| thecar.

.

.

Handbrake extension
This helpsif you can't
reach across your body
tothe handbrake asit
raises it higher, making
it easiertoreach.

_ ),
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fe After Stroke
Awards

Do you know someone affected by stroke
that has been truly inspirational?

They could be a stroke survivor, a healthcare professional, a carer or
someone who's gone the extra mile to raise money to help conquer
stroke. Whoever they are, nominate them now for a Life After Stroke
Award and help them get the recognition they deserve.

Nominate before 30 January 2015 at stroke.org.uk/lasa

James Cho won the 2014 Adult courage award (65+ years). After his
stroke, James suffered further strokes for three consecutive days
in hospital. He couldn’t walk or talk. But, he fought backand he's
shownincredible courage toregain his strength to be able to play
with his grandchildren and get back on his beloved motorbike.

At the award ceremony James said: “It was an honour toreceive the
Stroke Association’s award. It means alot to me to be able to show SN
people that thereis life after stroke. | think others should get involved e
in the future to share achievements and recognise their efforts.”

o

-~

The team at Stroke Association Insurance
Services are always looking at ways in which we
can offerimprovements to the service that has
already helped so many. We're pleased to say
that we have now removed the upper age limits

onourannual policies. Of course, every policy
isindividually assessed and subject to terms
and conditions and dependent on what medical
conditions are declared and the destination. e ==

However, for those who may have been turned -~ Callustoday 0800 519 0759 or visit
down for annual cover before onage alone, this  FSSES {0) RG] fe T AT BT =13 (R TR T

may now be a different story. out more and for no obligation quotations.

Stroke AssociationisanIntroducer Appointed Representative of HeathLambert Limited.Heath Lambert Limitedis authorised and regulated by the Financial Conduct Authority.
Registered Office: The Walbrook Building, 25 Walbrook, London EC4N 8AW. Registered In England and Wales. Company No.: 1199129.
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Research

The emoliondl
impactof stroke

Most people know that a

stroke can affect you physically.
But stroke canalso cause
difficulties that are harder

to see. These more hidden
effects, such as emotional
changes, canbejust

as devastating.

Uncontrollable, unprovoked crying after havinga
stroke is known as Post-Stroke Emotionalism or
PSE for short. It affects alot of stroke survivors
but very little is known about the cause of PSE,
with previous studies being small, and short term.
Almost nothingis known about why and how

PSE continues for along time after having a stroke.

Sothe Stroke Association has funded a much needed
study to learn more about PSE, including how it can
continue long after a stroke has happened.

Theresearch, starting early next year, willinvolve
taking brain scans of stroke patients when they've
first been admitted to hospital. This will allow the
researchers to understand which part of the brain
has been affected by their stroke. The patients will
thenbe followed up regularly for ayear after the
stroke, to have their PSE symptoms assessed.

The goal of this study is to reveal how common
PSEis,and what the connections are between
PSE, the areas of the brain affected by stroke,
symptoms such as depression and anxiety

and overall quality of life.

Dr Niall Broomfield, NRS Career
Fellow at University of Glasgow
and Consultant Psychologist/
Head of Stroke Neuropsychology
M atNHS, Greater Glasgow and

\ll Clyde, isleading the research.
He sa|d “The findings of this study could help
develop new psychological treatments for PSE
inthe future and help more stroke survivors
overcome the emotional impact of stroke.”

Stroke is one of the biggest health challenges
today. The Stroke Association funds research
thatis the driving force behindimprovements
in stroke treatment and support.

Our research programme relies on
voluntary donations. We need your support
to continue this vital work. To find out more
see stroke.org.uk/research or to donate,
visit stroke.org.uk/donation
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Feature

Only oneinfive stroke survivors receive the support they need to
cope with the emotionalimpact of stroke. That's why our volunteer
befriending scheme is so vital, particularly for people who don't have
family support. But, befriendingisn't all one way. Colette and Bernie

“Myroleis to help Colette,

but she’s helping me.”

Bernie Toner

"The first time we went out,
Colette was anervous wreck.

I told her ‘nobody’s going to hurt

have become the best of friends.

Colette Trainor

“I felt as if my body shut down
whenlhadabrain stem stroke

in 2007 at 43. My hand s still
paralysedand|'velost the power
down one side. | have chronic
vertigo so struggle to balance
and | suffer fromincontinence.

“But the biggest problem my
stroke caused was something
you can't see; it was the anxiety |
suffered whichmade everydaya
struggle. | felt paralysed with fear;

Alll could dowas sitin a chair.
Ithought I'dlost thelife | once
had and | didn't have family to

“Bernie must've thought|was
mad when Janet Thompson from
the Stroke Associationin Belfast
introduced us; | was shakingall
over. Butlknew | could trust her
because the Stroke Association
putusintouch.

“lIthought I'd lost thelife | once

I couldn't move, eat, or go outside.

supportme, but thenImet Bernie.”

“We clicked right away. We like the
same things —popping out fora
cup of tea, going to the shops and
having achat. But Bernie canalso
relate to my stroke. She's had two
brain haemorrhages sowhenl|
heard about her health problems
and how far she'd come, she gave
me the confidence to think,

‘If Berniecandoit,lcandoit.’

"For 18 months, we've been
meeting for two or three hours
aweek. We call ourselves ‘the
talking twins' because we never
shut up! It makes such a difference
totalkto someone who's been
through something similar tome.

| can discuss my fears with her
and she gives me confidence.

“IfIhadn't met Bernie I'd stillbe
sitting onthe sofa. But she's given
me hope, enjoyment and some
fun.|'ve got a quality of life back.
|feelawake.”

had but then | met Bernie.”
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you'. | saw how hard she found it
butlalso saw how determined
shewas to get outandabout,
no matter what. Every week
I've seenanimprovementin
her anxiety.

“I'told Colette about my two
brain haemorrhages at 13 and

19 which left me paralysed down

my right hand side and affected
my speech. | was in a wheelchair
and know whatit's like towant
towalkagain.lhadtolearnhow
todoeverythingoversowe
canreallyrelate to each other.

“How Colette's copedis
astonishing. Her partneris
brilliant, but she has no family.
Her parents both died of
cancer and her brother died
due to alcoholism. So before
we met she wasisolated and
justneededto get out. And
Ineeded to getoutas well.

“When | decided to volunteer,
I'd hoped to make a difference
tosomeone’slifebutlcan'tget
over the differenceit’'s made to
my life. My roleis to help Colette,
but she’'s helpingme. She totally
inspires me and we've become
the best of friends. She's made
ahuge difference tomylife.”

Interested inbecoming a volunteer befriender?
You can helpreduceisolationandimprove the
confidence of someone affected by stroke.

To find out more, see stroke.org.uk/volunteer
and email volunteering@stroke.org.uk

Need help to cope with the emotionalimpact of stroke? &
Call our Stroke Helpline on 0303 3033 100 to find out
about access to a befriender or other local support.

Stroke News Winter2014 20


http://www.stroke.org.uk/involved/volunteer
mailto:volunteering%40stroke.org.uk?subject=Stroke%20News%20Winter%202014

Supportingyou

Whether you've had a stroke or you're a carer, stroke can leave you
feeling very alone. That's why we support voluntary groups and stroke
clubs that provide long-term peer and social support to thousands of
stroke survivors and carers across the UK.

Almost three quarters of stroke survivorsleave
hospital feelingisolated. Once stroke survivors
have left hospital and all other interventions have
ended, stroke clubs and groups are agreat way to
continuereceiving support.

They canact as alifeline to people who need further
support, but they're also there for family and carers
too—ceitherto attend with theirloved ones orasan
opportunity for a break for themselves.

You can socialise and getinvolvedin therapeutic
activities, such as art, music and exercise.

UK Stroke Club Conference

This years UK Stroke Club Conference took place over two daysin October.
It brought together 152 representatives from 76 clubs and groups and was
afantastic opportunity to share ideas about running a stroke club or group.
Workshops included fundraising for, and being a voice for, your local club or
group, how to use twitter and understanding the hidden effects of stroke.
To find out more see stroke.org.uk/club-conference
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Feature

Back

When Bharat Patel had a stroke nearly three years ago, he worried
he'd never go back to work and the business he worked so hard to
grow would collapse. But thanks to his determination and alittle help
fromthe Stroke Association’'s Back to Work Service, Bharatis now
celebrating his return to work.

Back towork tips

"lwas 53 when | had a stroke

“l only work a couple of hours

which left me with paralysis on
one side and reading difficulties.
I'd spent the last sevenyears
runningadry cleaning business
in North London and my biggest
fear was that | wouldn't be able
toreturntowork.

“"Work was everythingtome
-itmeant| could be there for
my family and it was a social
lifeline too since | was well
known in the local community
and loved getting to know my
customers. | was used to being
there every day, looking after
the books and handling the
cleaning—both physical and
mental tasks | worried | was

no longer capable of. | felt my
stroke was a barrier to my past
selfand | lost my confidence.

“After my stroke, returning
towork seemed almost
impossible but I refused tolet
it prevent me from working
andbecameresolved to get
back to my business and my
day-to-day life.”

aday while | ease back into work."

Afteralot of hard work, last
month, Bharat felt ready to
go back towork.

Overcoming barriers

Around a quarter of strokes
happen to people of working
age. Some people find they're
unable toreturntowork but
with time and the right support,
many people work again.

Bharat approachedthe Stroke
Association’'s Back to Work
Service which supports stroke
survivorsinLondontoreturn
toemployment oraccess
volunteering and training
opportunities, as well as helping

employers tounderstand stroke.

The Back to Work Service
helped Bharat set work-related
goals and take small actions to
reach them, such as rebuilding
his confidence by attendinga
confidence building workshop.
The projectalso supported
Bharat to access a Life After
Stroke Grant to adapt his car so
he could get to and from work.

“To bebackin my business

with awarm welcome frommy
regular customers meant the
world to me. My staff have been
extremely encouraging, andreally
understandingabout my stroke.”

Taking things slowly

Many stroke survivors experience
fatigue. It can help to stagger your

returnand adapt your workplace.

“Inow have a small chair for
when | get tired and make sure
I'm supported touse thedry
cleaning equipment due to my
mobility problems. | only work a
couple of hours aday while | ease
backinto work but I'm hoping to
increase thisintime. It'sahuge
sense of achievement to be back
and | owe alot of thanks to the
Stroke Association for helping.”
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You may find you're not ready to go back
towork, but there are still lots of options
to explore so don't write yourself off too
soon. You could try volunteering. Find
out about roles at the Stroke Association
at stroke.org.uk/involved/volunteer

Talk to your employer. They have alegal
responsibility to do all they can to ensure
you keep your job. They may be able to adjust
your role, install equipment or let you work
reduced hours. Put themintouch with your
occupational therapist for advice or suggest
they call the Stroke Helpline on 0303 3033 100.

If, like Bharat, you're self-employed, find out
what financial support you may be entitled
to. Start by talking to your local Citizens
Advice Bureau.

You may be entitled to financial support
for practical assistance such as help with
transport costs orasupport worker to help
you at work. See gov.uk/access-to-work

Talk to your occupational therapist about
how you can make small adaptations to
your workplace.

If you're in London, you and your employer
can access our Back to Work Service. Find
out more at stroke.org.uk/back-to-work
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Guidance
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Attendance Allowance —a vital benefit for older stroke survivors
@ Are you 65 or over and living with along-term disability?
@ Do you find it difficult to look after yourself?

If so, you might be eligible for Attendance Allowance.

Many older stroke survivors may not know
they're eligible for Attendance Allowance.

~ X
This is a benefit paid to people aged 65 or J,'di \n B
over who have difficulty staying safe or looking "q/ oM

after themselves because of a physical or
mental disability.

How much can you claim?
You could get £54.45 or £81.30 aweek,
depending on the level of care you need.

Attendance Allowance is not means tested
which means that yourincome or savings
don't affect how much you can get.

How to claim
You can download the claimform AA1A
from gov.uk/attendance-allowance

You can also get claim packs from the
Attendance Allowance helpline. Ring 0345 605
6055 (Textphone: 0345 604 5312) and you will
receive a packin the post. If you complete and

return the form within six weeks, andyou are For younger stroke survivors

successful, your claim will be paid from the If you are under 65 and need help because of

date of the phone call. along-term condition, you can claim Personal
Independence Payment. For more information

The form comes with notes telling you how see gov.uk/pip/how-to-claim. We know some

tofillitinand where to sendit. Itisagoodidea people have had difficulties claiming PIP and

to get help from an advice centre on how to there have been delaysin processing claims.

fillthe formin. Our Stroke Helpline willbe able Let us know if you've had problems by

to suggest local sources of help and advice. contacting our Campaigns and Policy Team at

You can callon 0303 3033 100. campaigns@stroke.org.uk or 0207566 1510.
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Supportingus

It's thanks to you that our Life After Stroke Services helped more
than 67,000 people last year and we invested more than £2 millionin
stroke researchto help prevent stroke and support stroke survivors.
Here's ahuge thank you and alook at what you've been up to.

You've been volunteering

You helped deliver 18 Resolution
Runs across the UK between
February and April, raisingmore
than £136,000! Ifit wasn't for
you marshalling, handing out
water, registeringrunners and
cheeringthem on, this wouldn't
have been possible. The next
seriesiskicking off soon. Ifyou
canvolunteer, please contact
resolution@stroke.org.uk
tofind your nearest run.

And taking on fundraising challenges

IT

& ) ' i 1\
e thank you tg the 2,000 of you
| who took part in Step out for Stroke 2014
§ aiming to raise anincredible £250,000to

o AT

| Fagan raised more than £5,000
cycling 600 miles from Montrosein Scotland to |
Croydonin Englandin 10 days. Is cycling your

25 Stroke News Winter 2014

.
B

© After Jae é;n_;}q,ciélsm
astroke they got their friends together ¥

todoasponsoredwalkup Snowdon

raising more than £2,000.
| s =

Stroke

stors

Six-year-old Lily Dewbery

had a stroke when she was
justfour. She has made an
amazingrecovery but still has
mild weakness on her left side
which affects her balance and
sometimes her walking, and
she can't move her hand very
well. She has to take medication
and undergo physiotherapy

STROKE 5

had Text STROKE 5 to
70300to donate
£5.100% of your
donation goestothe
Stroke Association.

every day.

But this didn't stop her wanting
tojoinher mum, Amanda, in
the Lowestoft Scores Racein
September. Race organisers
arranged a miniroute for Lily
and her eight year old brother

@ Feelinspired?

Max and not only did they whip
round the course onrace day,
but they helpedtoraisean
amazing £500 for the Stroke
Association to help other
families affected by stroke.

-event or to make adonation

There's something for everyone. Find an event near you
~ at stroke.org.uk/find-an

visit stroke.org.uk/donate or call us on 0300 330 0740.

How does your @
donation help? (

£5 couldhelp 15 people begin
tocome to terms withthe
effects of stroke with crucial
factsheets like Communication
problems after stroke.

£20 could support our helpline
teamto give life-changing
advice to people struggling

to cope with life after stroke.

£50 could help us continue to
investin vitalresearch to help

save lives and improve thelives
of stroke survivors.

Dates for your diary

17 December 2014

Last chance to buy! Stroke
Association Christmas cards
are available for orders
received by 17 December.
Order at shop.stroke.org.uk

23 January 2015

Got acreative flair?

Entries close for the Stroke
Association Christmas card
design competition soon. Email
cardcompetition(@stroke.org.uk

May 2015

Action on Stroke Month

is coming. Help Make May
Purple for stroke. Order
your information pack now at
stroke.org.uk/strokemonth

10 May 2015

Registration is now open for
the Thames Bridges Bike Ride.
Three routes suiting families
through to keen cyclists take
inLondon’s best landmarks.
Signup at stroke.org.uk/TBBR
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