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A
 stroke cuts off the blood supply to part of the

brain, either because a clot lodges in a blood vessel 
or because a blood vessel bursts in the brain. 
That part of the brain then dies off.

The com
m

only recognised signs of a stroke include:

•  W
eakness dow

n one side of the body

•  A
 facial droop  

•  Slurred speech, jum
bled w

ords or possibly a total
loss of m

eaningful speech

•  Som
e people also have problem

s sw
allow

ing

But this is only part of the experience of having 
a stroke.

W
hile the physical effects are devastating, a stroke

also has a huge em
otional and social im

pact. Life is
turned upside dow

n and the future is suddenly
uncertain. U

nw
anted choices have to be m

ade. Being
close to norm

al again m
ight feel like an im

possibility.

Surviving a stroke is a highly personal ‘journey’ 
for all those affected: the person them

selves, their
fam

ily and close friends and it can touch every corner
of life.

W
hat is a stroke?
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Every five m
in

u
tes so

m
eo

n
e in

 th
e U

K
 h

as a stro
ke. 

Each
 year th

ere are m
o

re th
an

 110,000 p
eo

p
le in

En
g

lan
d

 w
h

o
 h

ave a stro
ke.  

A
b

o
u

t 300,000 p
eo

p
le are livin

g
 w

ith
 a m

o
d

erate 
o

r severe d
isab

ility fo
llo

w
in

g
 a stro

ke.

Stro
ke is a m

ajo
r cau

se o
f d

isab
ilities in

 ad
u

lts.

Th
ere is an

 assu
m

p
tio

n
 th

at a stro
ke is so

m
eth

in
g

th
at h

ap
p

en
s to

 o
ld

er p
eo

p
le. 

B
u

t a stro
ke can

 h
ap

p
en

 to
 p

eo
p

le o
f all ag

es, yo
u

n
g

as w
ell as o

ld
, in

clu
d

in
g

 yo
u

n
g

 ch
ild

ren
. O

n
e in

 fo
u

r
stro

kes h
ap

p
en

s to
 p

eo
p

le w
h

o
 are u

n
d

er 65.   
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W
e w

ill now
 introduce you to the stroke survivors

w
ho have volunteered to share their experiences.

The aim
 of this project is to raise the level of

understanding of the im
pact of a stroke on som

eone
beyond the obvious physical disabilities.

This w
ill help those w

ho are involved in the care 
of those affected by stroke to deliver care
appropriately and m

ore effectively.  This is im
portant

in seeing stroke survivors achieve the best possible
quality of life for them

 as individuals and for those
around them

.

The ‘hidden side’ of stroke refers to sym
ptom

s and
experiences w

hich are not im
m

ediately obvious to
other people, but w

hich represent a very real
challenge for the stroke survivor them

selves.

The follow
ing sym

ptom
s and experiences are covered

in this m
odule: frustration, self confidence, m

ood,
fatigue and a condition know

n as em
otionalism

. 

These sym
ptom

s m
ay not be m

entioned.  Inform
ation

or advice m
ay be hard to find. 

The ‘hidden side’ of stroke is still not w
ell recognised

and understood.

Recovery and quality of life for som
eone w

ho has 
had a stroke can be im

proved w
hen others recognise

and understand that these are real experiences 
and difficulties.

Those involved in caring for stroke survivors need to
be aw

are of the hidden side of stroke so that they can
give support and care in the best w

ay.  

They have a duty of care to understand all problem
s

that can result from
 a stroke.

They can help stroke survivors to understand, accept
and learn to m

anage their sym
ptom

s rather than
battling w

ith them
.  W

hen this happens then they are
m

ore likely to m
ake progress tow

ards their goals. 

Stroke survivors can be treated w
ith dignity.

A
n understanding of w

hat the stroke survivor is
experiencing w

ill reduce the feeling of isolation and
despair.  Im

portant instructions and inform
ation can

be com
m

unicated effectively.

This is im
portant to ensure patient safety.

Problem
s m

ay be recognised for the first tim
e and

instead of being dism
issed the stroke survivor can be

referred on to get the specialist help that they need.

Patient outcom
es can im

prove.

Increased job satisfaction for those involved in caring
for stroke survivors.

The Hidden side of stroke
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s
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M
ary 

M
ary is m

arried w
ith tw

o children. She previously
w

orked as a nurse. She has experienced tw
o strokes

and her speech is affected.

A
u

d
rey an

d
 Fran

k
A

udrey is 80 and m
arried to Frank. She had her

stroke a year ago. She experienced flu like sym
ptom

s
and w

ent to bed for tw
o days. She then started

vom
iting. By chance Frank asked her if she knew

w
hen her birthday w

as and A
udrey couldn’t

rem
em

ber. H
e took A

udrey to hospital w
here she 

w
as inform

ed she had experienced a stroke.

K
ray

K
ray is 14 and had his stroke after head butting a

football three years ago. H
is m

other, Sonya, now
 has

her ow
n w

ebsite and supports other parents w
ith

young children w
ho have experienced a stroke

Trevo
r

Trevor is m
arried and w

orked as a Legal A
dvisor

before his stroke. Trevor thought he w
as experiencing

hayfever as it w
as A

ugust and had suffered from
 it

since childhood. H
e started to feel breathless and w

as
unable to drive so called his G

P. H
e w

as adm
itted to

hospital w
ith an atrial fibrillation. A

fter a short stay
he w

as discharged. Tw
o days after discharge Trevor

started vom
iting and later collapsed. 



Frustration and loss of confidence
Low m

ood and anxiety
Em

otionalism
Fatigue
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B
ill

Bill is 80. H
e lives on his ow

n and is a keen gardener
w

ith an allotm
ent.  H

e w
orked for a brew

ery for
m

any years.  H
e collapsed in his bedroom

 after
suffering his stroke in A

ugust 2010 at the age of 79.
H

is sister found him
 still on the floor a w

eek later 
after he w

asn’t answ
ering his phone.  Since his stroke

he has had to give up his allotm
ent.

R
o

se
Rose is m

arried w
ith tw

o children. She had her stroke 
10 years ago after having surgery for a brain tum

our.
W

hen Rose w
oke up after surgery she thought she

had been given too m
uch anaestetic. Rose w

orked 
as a teaching assistant before the stroke. 

Peter
Peter is 38 and lives w

ith his partner and tw
o

children. H
e w

as dropping the children off at nursery
w

hen he suddenly began sw
aying and w

as physically
sick. Som

eone called an am
bulance.

To
m

m
y

In 2011 Tom
m

y w
ent to hospital for a hip operation.

O
n the day he w

as due to com
e hom

e, he felt
strange and couldn’t talk properly. Tom

m
y had had 

a stroke and lost the use of the left side of his body.



Th
e fo

llo
w

in
g

 can
 b

e h
elp

fu
l in

m
an

ag
in

g
 fru

stratio
n

 an
d

 lo
w

 self
co

n
fid

en
ce after a stro

ke
•  Tell the stroke survivor that these are norm

al
responses follow

ing a stroke and to be expected 

•  Tell the stroke survivor the adjustm
ent process 

takes tim
e 

•  Explain that these feelings are natural and
understandable after a stroke 

•  Be aw
are that som

etim
es these can lead to low

m
ood and depression 

W
h

ich
 o

f th
e fo

llo
w

in
g

 is tru
e o

f
fru

stratio
n

 an
d

 lo
w

 self co
n

fid
en

ce
after a stro

ke?
Q

1
The m

ajority of people w
ho have a stroke 

com
plain of frustration and low

 self confidence
Y

ES/N
O

Q
2

They are a form
 of illness Y

ES/N
O

Q
3

They im
prove w

ith anti depressant m
edication

Y
ES/N

O

Q
4

They are linked to the sudden changes im
posed 

by the stroke Y
ES/N

O

Q
5

They often occur in the early stages as part of 
the process of acceptance and adjustm

ent after 
a stroke Y

ES/N
O

Q
6

They need to be told to pull them
selves 

together Y
ES/N

O

A
n aw

areness of how
 m

ood disturbances present are
very im

portant in relation to stroke because so m
any

people are affected by this follow
ing a stroke.

It is natural for som
eone to feel dow

n and w
orried

after having a stroke. This is part of adjusting to the
changes caused by the stroke and does not
necessarily m

ean they have a m
ood disturbance. 

M
ood disturbances include low

 m
ood, w

hich m
ay

develop into depression and anxiety.

Low
 m

ood occurs in approxim
ately one in three

people after a stroke. It m
ay develop im

m
ediately,

m
onths or even years follow

ing a stroke. 

A
nxiety disorders also occur in about one in three

people follow
ing a stroke. 

In the video clip w
e heard Trevor and M

ary talk about
som

e of the typical sym
ptom

s w
hich include:

•  Being irritable or short tem
pered

•  Sadness or tearfulness

•  Loss of m
otivation

•  Loss of interest

•  M
ood sw

ings

•  Show
ing anger or aggression

•  Loss of enjoym
ent

•  Feeling restless and fidgety

•  A
voidance of anxiety-provoking situations

H
aving a stroke can be em

otionally overw
helm

ing.
People are understandably distressed and upset in the
days and w

eeks afterw
ards. This is absolutely norm

al.
A

 stroke brings about change, loss and uncertainty, all
w

ithout w
arning.

A
nd a stroke affects m

ore than the patient. Fam
ily

and close friends com
m

only have their ow
n distress

and questions about w
hat has happened to people

close to them
.

The Hidden side of stroke
m

odule 1

Fru
stratio

n
 

Just about every aspect of a stroke can cause
frustration, for exam

ple difficulties w
ith

com
m

unicating, preparing or eating m
eals, getting

dressed and going about day to day activities.

Frustration is a natural response to the sudden loss of
independence a stroke can bring, and to the fact that
progress often feels slow

.

In the follow
ing clip Peter talks about the frustration

he experiences follow
ing his stroke 

Frustration should gradually lessen as the person
com

es to term
s w

ith  w
hat they can and can’t do.

This takes tim
e. A

ccepting w
hat has happened is a

gradual process.

If acceptance does not happen then continuing
frustration m

ay result in a w
orsening of m

ood. 

Lo
ss o

f co
n

fid
en

ce
It is also perfectly natural for som

eone to lose their
self confidence in the first few

 m
onths after a stroke. 

People often use w
ords such as em

barrassed, alone,
lost, inadequate, different and ‘not m

e’ to describe
how

 they feel after their stroke.

A
s a result ordinary things, that w

ould never have
troubled them

 before, m
ay m

ake people feel
vulnerable, daunted and unsure. Things such as going
out, answ

ering the telephone, seeing friends or going
into shops. 

Self confidence should gradually im
prove as the

person com
es to term

s w
ith w

hat they can and can’t
do. This takes tim

e. A
cceptance is gradual. 

If acceptance does not happen then continuing low
self confidence m

ay result in a w
orsening of m

ood. 

Tw
o very com

m
on com

plaints follow
ing a stroke are

frustration and loss of self confidence.  These are not
clinical or m

edical conditions w
hich need a doctor to

diagnose them
, but they are significant because:

•  They are typical responses to the sudden loss of
independence, norm

ality and control brought
about by the stroke

•  They are natural hum
an reactions and so extrem

ely
com

m
on follow

ing a  stroke

•  They are part of the early stages of an adjustm
ent

process; norm
ally frustration and low

 self
confidence give w

ay to gradual acceptance 

•  They can be present for m
any m

onths as som
eone

com
es to term

s w
ith w

hat they can and can’t do 

Frustration and loss 
of  confidence

Introduction

7
6

Clip 1
Clip 2

Clip 3

Low mood and anxiety

Clip 4



Em
otionalism

 is a very com
m

on condition after
stroke. O

n the surface, it looks sim
ilar to m

ood
disturbance it is easy to confuse the tw

o. 

Em
otionalism

 is defined as difficulty w
ith controlling

em
otions, particularly crying or laughing. 

Em
otionalism

 effects about a quarter of people in the
first 12 m

onths and m
ay resolve, but it can continue

for m
any years.

Typ
ical sym

p
to

m
s

The sym
ptom

s of em
otionalism

 include the very
sudden onset of uncontrollable w

eeping, or the
sudden onset of uncontrollable laughter. Som

etim
es

people w
ill sw

ing betw
een the tw

o.  This is a pattern
w

hich is repeated.

O
ne of the characteristics of em

otionalism
 is that the

crying, or occasionally laughing, com
es on rapidly,

and usually goes just as rapidly.  

The trigger for crying or laughing m
ay not be obvious.

O
r there m

ay be a sm
all trigger - such as a sad film

 or
m

ention of a fam
ily m

em
ber. D

espite the trigger being
sm

all the em
otional reaction is very visible, certainly

m
uch greater than you w

ould norm
ally expect. This is

another characteristic of em
otionalism

.  The am
ount

of em
otion expressed does not ‘fit’ the situation.

H
ere is a clip of Bill show

ing signs of em
otionalism

.

Em
otionalism

 can be very em
barrassing and

distressing. It m
ight stop som

e people from
 w

anting
to go out and m

ix socially in case they start crying or
laughing in front of others.

It can be reassuring for people to know
 how

 com
m

on
em

otionalism
 is after a stroke.

A
s a technique for em

otionalism
, distraction w

orks
w

ell. For exam
ple changing the topic of conversation

to som
ething neutral or sw

itching TV
 channels to

w
atch a less em

otional program
m

e. 

Som
etim

es a sm
all dose of an anti-depressant can be

effective in reducing the sym
ptom

s.

A
s noted earlier, it is easy to confuse em

otionalism
w

ith low
 m

ood, and in fact the tw
o often overlap so

that it is perfectly possible for people to suffer both
conditions at the sam

e tim
e.

A
n aw

areness of both em
otionalism

 and m
ood

disturbance is im
portant in stroke, but a m

ore specialist
opinion is usually required for a precise diagnosis.

W
h

ich
 o

f th
e fo

llo
w

in
g

 w
o

u
ld

 m
ake

yo
u

 th
in

k th
at a stro

ke su
rvivo

r m
ay

h
ave ‘em

o
tio

n
alism

’?
Q

12
They look m

iserable m
uch of the tim

e Y
ES/N

O

Q
13

They have spells w
here they suddenly laugh 

or cry Y
ES/N

O

Q
14

They cry constantly Y
ES/N

O

Q
15

They cry but, like everyone, only in very sad
situations Y

ES/N
O

Q
16

They cannot easily control their em
otions

Y
ES/N

O

W
h

ich
 o

f th
e fo

llo
w

in
g

 is h
elp

fu
l 

w
h

en
 m

an
ag

in
g

 so
m

eo
n

e w
ith

‘em
o

tio
n

alism
’?

Q
17

Explain that the condition is com
m

on and due to
the stroke Y

ES/N
O

Q
18

D
istract them

 onto another topic or activity
Y

ES/N
O

Q
19

Tell them
 to stop crying or laughing Y

ES/N
O

Q
20

W
alk aw

ay from
 them

 and leave them
 alone

Y
ES/N

O

Q
21

If the sym
ptom

s are troublesom
e and ongoing,

consider asking for a specialist opinion Y
ES/N

O

A
ll of these can be seen in som

eone's behaviour and
these observations are im

portant.  D
o not rely on

som
eone talking about how

 they are feeling as it can
be very difficult for them

 to describe.  In addition,
som

e people affected by stroke can have
com

m
unication problem

s.

Typ
ical sym

p
to

m
s 

In those w
ho do not have com

m
unication problem

s
and are able to talk about w

hat they are feeling, they
m

ay describe:

•  H
opelessness about the future

•  Low
 self esteem

•  Feeling tense, anxious, panicky or ‘w
ound up’

•  C
onstant w

orrying 

•  Thoughts of death and suicide

If a num
ber of these sym

ptom
s are present m

ost of
the tim

e and are interfering w
ith general goals and

routine then m
ood has becom

e a problem
.

A
part from

 the fact that low
 m

ood and anxiety are
extrem

ely unpleasant conditions to have to
experience, they can also m

ake recovery from
 a stroke

m
uch harder. For exam

ple som
eone w

ho has lost
interest in the future w

ill be m
ore difficult to m

otivate
to participate in rehabilitation. Sim

ilarly, som
eone

w
ho is anxious or feeling w

orked up about doing
som

ething, is m
ore likely to avoid the challenge

altogether.

It can m
ake fam

ily life harder too. Being w
ith

som
eone w

ho is short tem
pered and snappier than

usual is draining for those around them
. The phrase

“w
alking on eggshells” is often quoted. Trying to

encourage som
eone w

hen they aren’t w
illing is also

frustrating, and can leave those around them
 feeling

unsupported and alone. 

M
ood disturbance is an illness and is best treated

w
ithin tw

o w
eeks. The first step is to seek m

edical
advice from

 a doctor w
ho can fully assess m

ood. For
m

ost people this w
ill be the G

P. 

The doctor m
ay prescribe anti-depressant m

edication
w

hich can be effective in treating low
 m

ood after
stroke, or they m

ay decide to refer to another service
for ‘talking therapy’. 

But other w
ays of helping can be just as im

portant
and effective in term

s of treating m
ood disturbance.

Regular and appropriate social contact can be helpful
in boosting m

ood, including speaking to other stroke
survivors and carers.

A
s w

ith all aspects of the hidden side of stroke it can
be reassuring for stroke survivors and their fam

ilies to
know

 that m
ood disturbance is extrem

ely com
m

on
after a stroke, and that there are effective treatm

ents. 

W
h

ich
 o

f th
e fo

llo
w

in
g

 w
o

u
ld

 m
ake

yo
u

 th
in

k th
at a stro

ke su
rvivo

r m
ay

h
ave a m

o
o

d
 d

istu
rb

an
ce?

Q
7

They are noticeably m
ore irritable and short 

tem
pered Y

ES/N
O

Q
8

They look very tired m
ost evenings Y

ES/N
O

Q
9

They are physically w
ell enough to do m

ost
things but don’t w

ant to do anything Y
ES/N

O

Q
10

They avoid going out because it brings on panic
attacks Y

ES/N
O

Q
11

They feel confident and good about them
selves

Y
ES/N

O

The Hidden side of stroke
m

odule 19
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Emotionalism

Clip 5



W
h

ich
 o

f th
e fo

llo
w

in
g

 is tru
e o

f p
o

st
stro

ke fatig
u

e?
Q

22
The level of fatigue is dependent on the size of
the stroke Y

ES/N
O

Q
23

It occurs in one in four people in the first year
Y

ES/N
O

Q
24

The sym
ptom

s can last up to a year Y
ES/N

O

Q
25

Fatigue is real and not som
eone being lazy

Y
ES/N

O

W
h

ich
 o

f th
e fo

llo
w

in
g

 is h
elp

fu
l in

m
an

ag
in

g
 p

o
st stro

ke tired
n

ess?
Q

26
G

ive it tim
e to sort itself out Y

ES/N
O

Q
27

A
sk for a m

edical review
 to look for other

possible causes of the tiredness Y
ES/N

O

Q
28

It tends to com
e on in the evening Y

ES/N
O

Q
29

Explain that the condition is com
m

on and due to
the stroke Y

ES/N
O

Q
30

Recognise the tim
es of the day w

hen the fatigue
affects them

 and allow
 for tim

es of rest Y
ES/N

O

Q
31

Encourage people to push them
selves if they are

having a good day Y
ES/N

O

In
 th

is m
o

d
u

le th
e fo

llo
w

in
g

 p
ro

b
lem

s
fo

llo
w

in
g

 a stro
ke h

ave b
een

 d
escrib

ed
•  Frustration

•  Loss of confidence

•  Low
 m

ood and anxiety

•  Em
otionalism

 

•  Fatigue 

Th
ese are co

m
m

o
n

 p
ro

b
lem

s in
 th

o
se

w
h

o
 h

ave h
ad

 a stro
ke

Recognising them
 w

ill help those w
ho have had a

stroke:

•  Feel less isolated and m
aintain their dignity

•  Receive the support that they really need

•  Receive safer care 

•  Receive m
ore effective care

•  M
ake m

ore progress in rehabilitation

•  H
ave a better quality of life

This w
ill also help their fam

ily and carers.

Enable you to becom
e m

ore effective in helping
stroke survivors and their carers, usually fam

ily
m

em
bers.

Feeling exhausted and drained is another com
m

on
com

plaint after a stroke.  Stroke related fatigue is
com

pletely different to the tiredness anyone can feel
day to day. It can be absolutely overw

helm
ing,

causing the stroke survivor to feel drained, and
forcing them

 to take a rest or nap. 

This is not a condition w
hich can be fought w

ith
w

illpow
er.  W

hen the fatigue strikes the individual
m

ust rest, both physically and m
entally. It is also a

condition w
hich can com

e on quickly and at any tim
e,

m
orning or afternoon.  It is perfectly possible som

e
days to w

ake up tired and un-refreshed.

Som
etim

es there can be a daily pattern to the fatigue. 
Rose gives exam

ples of how
 she m

anages her fatigue.

Like m
ost aspects follow

ing a stroke, fatigue can
place dem

ands on the w
hole fam

ily. 

If fam
ily and friends are not aw

are of this hidden
aspect of stroke it is very easy to think the person
affected is just being lazy. O

nce it is recognised that
they need to take tim

e out then it can be a
trem

endous challenge for everyone else to adjust
their routines and expectations.

Fatigue, in the first year, affects m
ore than half of all

those w
ho have had a stroke. It can continue to

trouble people for m
any years.

H
ow

 m
uch som

eone is affected by fatigue does not seem
to be linked to the type of stroke or the size of the stroke.
Even a sm

all stroke w
hich does not appear to have

caused m
any other problem

s  can bring about fatigue. 

Som
e people w

ith post stroke fatigue also have m
ood

disturbance. 

Low
 m

ood can w
orsen the sym

ptom
s of fatigue

because energy and m
otivation levels are already low

.
W

hen this  happens then a specialist opinion m
ay be

needed.

A
s w

ith all aspects of the hidden side of stroke it can
be reassuring for stroke survivors and their fam

ilies to
know

 that fatigue is extrem
ely com

m
on after a

stroke. O
therw

ise it is easy to label this difficulty as a
sign of not coping.

There is no cure for post stroke fatigue, but there are
techniques for m

anaging the sym
ptom

s. If everyone
accepts the fatigue and w

orks together then it is
easier to deal w

ith, and less of a problem
 on a daily

basis.

Feeling tired all the tim
e, is a non-specific sym

ptom
.  

It can be due to physical conditions such as anaem
ia

or thyroid problem
s. It can also be a side effect of

m
edication. This is a com

m
on problem

 and is not the
sam

e as stroke-related fatigue.

C
o

p
in

g
 strateg

ies to
 h

elp
 so

m
eo

n
e

m
an

ag
e th

eir fatig
u

e m
ay in

clu
d

e:
•  Structuring the day so there are rest periods built

in, and alternating those w
ith periods of activity

•  A
ccepting that w

hen the fatigue is overw
helm

ing
then it is advisable to take a break rather than
fighting it

•  A
void overdoing it even if it is a ‘good day’ or the

exhaustion w
ill be m

uch w
orse the follow

ing day

The Hidden side of stroke
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C
ognitive problem

s are another part of The H
idden

Side of Stroke, in addition to the em
otional and m

ood
disturbances that stroke survivors can experience. 

The term
 cognition refers to the thinking, learning or

m
ental processing skills of the brain. Som

e exam
ples

of these m
ental skills are m

em
ory, attention,

com
m

unication, perception and orientation.

A
s hum

ans w
e rely enorm

ously on our ability to think,
speak, understand and reason. O

ur brains do this
autom

atically w
ithout us being aw

are of these
processes. W

hen a stroke dam
ages part of the brain

these, and m
any other m

ental skills, can be dam
aged. 

In the early days alm
ost everyone w

ho has a stroke is
likely to have cognitive dam

age of som
e sort, for

exam
ple confusion or loss of speech. There is usually

som
e im

provem
ent over tim

e. H
ow

ever, m
any stroke

survivors w
ill continue to live w

ith som
e degree of

cognitive difficulty in the long term
. 

Exactly w
hich cognitive problem

s a person
experiences w

ill depend on w
here the stroke

happened in the brain and how
 m

uch of that part 
of the brain w

as dam
aged.

A
fter a stroke the brain can becom

e quickly
overloaded even by the thinking, learning and m

ental
processes needed for sim

ple tasks.

To the stroke survivor it can feel as though the m
ost

trem
endous effort is going into the sm

allest of
interactions. O

n the outside this effort is invisible.
They m

ay look as though they have ‘sw
itched off’.

B ecause cognitive difficulties are not visible on the
outside, stroke survivors often say that they get
com

m
ents on how

 w
ell they look in the m

onths 
after their stroke.  

Their personal, internal experience is how
ever, 

very different. 

In addition people often try to hide their 
cognitive difficulties because they feel em

barrassed
and asham

ed.

D
ifficulties w

ith m
em

ory w
ill affect alm

ost everyone
at som

e point after a stroke. 

The w
ay m

em
ory w

orks is extrem
ely com

plex.
M

em
ory is not just one process and can be affected 

in lots of different w
ays.

The speed of m
em

ory can also slow
 dow

n. This
m

eans that people after a stroke m
ay take longer to

rem
em

ber things and need m
ore prom

pts to help
them

.

O
ne of the m

ost com
m

on m
em

ory problem
s is short

term
 m

em
ory loss. 

This is w
hen the ability to rem

em
ber events w

hich
have happened recently or conversations w

hich have
just happened. For exam

ple, som
eone m

ay need to
be told the sam

e thing m
ore than once.

Clip 7
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D
ifficulties w

ith short term
 m

em
ory m

ake it harder for
people to learn new

 things after a stroke, for exam
ple

learning a new
 telephone num

ber. 

Longer-term
 m

em
ory, or m

em
ory for things w

hich
happened long before the stroke, m

ay not be
affected.

There are other form
s of m

em
ory problem

s that can
result from

 a stroke. Som
e exam

ples are: 

•  D
ifficulty w

ith rem
em

bering w
ords and nam

es 

•  Rem
em

bering to do things in the future such as
attend an appointm

ent 

•  Rem
em

bering the w
ay around local streets and

area.  This is a problem
 of spatial m

em
ory  

•  Recognising som
eone they know

 by their face 
or visual appearance. This is a problem

 of 
visual m

em
ory

M
em

ory m
ay im

prove gradually over tim
e, but there

is no actual cure. The m
ost useful approach is to learn

w
ays of coping w

ith m
em

ory loss, for exam
ple

•  K
eeping a diary

•  W
riting m

essages dow
n before they are forgotten  

•  U
sing post-it notes as rem

inders, for exam
ple

turning off the cooker and locking the door at night 

•  K
eeping a fixed daily routine as this reduces the

dem
ands on m

em
ory

W
h

ich
 o

f th
e fo

llo
w

in
g

 is tru
e 

o
f m

em
o

ry after stro
ke?

Q
32

M
em

ory difficulties are extrem
ely com

m
on

Y
ES/N

O

Q
33

M
em

ory is a very straightforw
ard process

Y
ES/N

O

Q
34

Problem
s w

ith short term
 m

em
ory m

ake it
harder to learn Y

ES/N
O

Q
35

M
em

ory for things w
hich happened before the 

stroke is usually poor Y
ES/N

O

Q
36

It often takes longer to rem
em

ber things
Y

ES/N
O

W
h

ich
 o

f th
e fo

llo
w

in
g

 is h
elp

fu
l in

m
an

ag
in

g
 m

em
o

ry after stro
ke?

Q
37

K
eep a varied routine Y

ES/N
O

Q
38

K
eep a diary Y

ES/N
O

Q
39

M
edication is a good cure Y

ES/N
O

Q
40

W
rite notes as rem

inders for things such as
taking m

edication Y
ES/N

O

Q
41

W
rite dow

n any m
essages a bit later if there is 

tim
e Y

ES/N
O

Clip 10

A
ttention is another part of cognition w

hich can be a
problem

 after a stroke. This m
ay be a difficulty in

being able to pay attention or concentrate for a
period of tim

e. N
ot being able to concentrate can be

an em
barrassing nuisance and also cause problem

s
doing daily activities.

It can also be dangerous, for exam
ple w

hen driving or
crossing busy roads.

U
sually w

e are able to focus on w
hat w

e are doing
because the brain filters out background noises. A

fter
a stroke how

ever it can feel as though background
noises are taking over so that sticking to the task in
hand is a real challenge. This distraction can happen
how

ever hard the person is trying.

Peter and Trevor both share their experiences of
distraction and concentration.

A
nother com

m
on com

plaint after a stroke is losing
the ability to do tw

o things at once, or m
ulti-tasking.

G
enerally people are only able to do one task at 

a tim
e.

A
ttention and concentration can im

prove gradually
w

ith tim
e, although there is no actual cure. The m

ost
useful approach is to learn w

ays of coping w
ith

attention problem
s, such as:

•  A
sking anyone giving inform

ation to keep it sim
ple

•  Telling them
 about the difficulty – asking for help

•  Taking frequent breaks/rests

•  D
ealing w

ith im
portant things before getting tired

in the day

•  Reducing any background noise or distractions

W
h

ich
 o

f th
e fo

llo
w

in
g

 is tru
e 

o
f atten

tio
n

, co
n

cen
tratio

n
 an

d
 

m
u

lti-taskin
g

 after a stro
ke?

Q
42

The brain com
m

only finds it harder to screen out
background noise Y

ES/N
O

Q
43

It is possible to im
prove attention by trying

harder Y
ES/N

O

Q
44

Perform
ing one task at a tim

e, or tw
o tasks at

once, are both equally achievable Y
ES/N

O

Q
45

D
ifficulties in these areas can put people at risk

of danger Y
ES/N

O

Q
46

People cannot concentrate for as long Y
ES/N

O

Attention/concentration

Distraction
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W
hen thinking skills are affected it can seem

 to those
w

ho know
 them

 w
ell that the individual’s personality

has changed. 

Personality change m
ay be linked not only to changes

in cognition, but also to m
ood problem

s.

A
s hum

ans w
e have the ability to consider the im

pact
of our behaviour on others. W

e think tw
ice before

saying som
ething in case w

e are rude or blunt. A
fter

a stroke this ability to self m
onitor can be lost, and

thinking can becom
e m

ore black and w
hite. 

Stroke survivors m
ay no longer be able to im

agine
how

 w
hat they are saying w

ill com
e across, and so

they can appear blunt, thoughtless, ignorant and
even rude. 

There m
ay also be a change in their sense of hum

our
or they m

ay lose it com
pletely.

Relatives and friends often find this very upsetting.
A

lthough it m
ay not be intentional, for relatives these

personality changes can feel very personal. 

G
entle feedback to the stroke survivor about how

they are com
ing across can im

prove their aw
areness

of the w
ays they are behaving, and the im

pact this is
having. This m

ay need to be repeated over tim
e.

A
 condition know

n as apathy can result from
problem

s w
ith thinking, learning and m

ental
processing.

A
pathy show

s itself as an extrem
e lack of interest and

drive, both in getting going w
ith an activity, and then

in keeping going. 

A
pathy can result in another form

 of personality
change.

Those w
ho know

 them
 m

ay notice that the stroke
survivor m

ay seem
 to be:

•  Sw
itched off and unresponsive

•  Em
otionally distant and cold 

•  N
o longer caring and cannot be bothered

Som
e features of apathy m

ay be sim
ilar to low

 
m

ood and m
ood disturbances. They are tw

o different
problem

s w
ith different causes.

It is im
portant to find out w

hat the problem
 is 

and this m
ay best be done by an expert. The

treatm
ent and help that the stoke survivor needs 

w
ill be different for apathy com

pared to m
ood

disturbance problem
s.  

Processing inform
ation is another type of thinking

skill. A
fter a stroke people m

ay be slow
er at

processing inform
ation. They m

ay also take in less
inform

ation than they used to. 

D
ifficulties w

ith inform
ation processing, together w

ith
concentration and m

em
ory difficulties, can turn

norm
al conversation into a huge challenge. This is the

case even w
hen language is largely unaffected. 

Planning and sequencing skills are needed for daily
tasks. M

ost tasks are m
ade up of a num

ber of steps,
e.g. getting dressed. In order to w

ork out w
hich steps

are needed, and in w
hat order, requires these

planning and sequencing skills. These skills can
som

etim
es be lost or reduced after a stroke.

D
ecision m

aking involves:

•  Being able to recall the possible options

•  W
eigh up and reason through the pros and cons of

each option 

•  Prioritise w
hich are m

ost im
portant

•  Then m
ake an overall judgem

ent

This is a very com
plicated cognitive skill. 

If decision m
aking is im

paired after a stroke then
people m

ay find it m
uch harder to think things

through. They m
ay becom

e im
pulsive and jum

p to
conclusions. O

r they m
ay be unable to m

ake plans
and decisions at all.

The cognitive difficulties that a stroke survivor can
have w

ill be unique to them
, m

ost people have never
considered w

hat it is like to find noise unbearable, to
be unable to recognise fam

iliar faces, to have
difficulty getting w

ords out. To be unable to relate to
num

bers and figures. 

H
ere is a clip of M

ary dem
onstrating dysphasia and

difficulties w
ith num

bers.
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D
ifficulties w

ith thinking and cognition can be very
frustrating and em

barrassing for stroke survivors. 

They avoid ‘show
ing them

selves up’ because they
can’t rem

em
ber the thread of a conversation, or

because they have drifted off half w
ay through. 

People w
ill often try to hide the fact they are

struggling w
ith m

em
ory, attention or doing a series of

tasks involved in a supposedly everyday activity.

These problem
s can lead those w

ho are affected to
lose confidence, w

ithdraw
 socially and becom

e
anxious or low

 in m
ood.

Low
 m

ood and anxiety can then m
ake the thinking,

learning and m
ental processing problem

s w
orse,

w
hich then can then create a vicious cycle.

Thinking difficulties in a stroke survivor m
ay be

interpreted as a lack of w
illingness. 

But the person w
ho has had a stroke m

ay be unable
to contribute because they:

•  H
ave not fully understood the question

•  H
ave problem

s w
ith apathy

•  C
an no longer able to generate ideas

•  A
re not able to think logically like they did before

the stroke

A
 lot m

ore patience, support and guidance is needed
to help them

 m
ake im

provem
ents follow

ing their
stroke.

The m
ost successful approach is a very structured one

•  K
eep everything sim

ple

•  G
ive clear m

essages

•  A
void overloading and don’t do too m

uch at once

•  Break dow
n inform

ation into sm
all steps

•  W
rite things dow

n 

•  K
eep the level of background noise to a m

inim
um

•  G
ive plenty of tim

e to practise 

•  Involve fam
ily and friends as back up 

•  A
llow

 frequent breaks

•  Show
 understanding and interest 

•  G
iving them

 things to do

The thinking skills w
e use for everyday life are

com
plex. The problem

s that can result from
 a stroke

can be com
plicated.

A
 key characteristic, how

ever, is how
 m

uch less
flexible the brain becom

es w
hen thinking skills don’t

w
ork properly. The brain finds it m

uch harder to:

•  G
rasp com

plex ideas

•  See tw
o sides of the story 

•  C
om

e up w
ith suggestions for w

ays to tackle
problem

s  

•  Reason through a problem

•  Learn new
 w

ays of doing things

•  Sw
itch betw

een tasks rather than focusing on 
one thing

A
s w

ith all aspects of the hidden side of stroke it can
be reassuring for stroke survivors and their fam

ilies to
know

 that difficulties w
ith thinking, learning and

m
ental processes are very com

m
on after a stroke.

The first step is often to w
ork on recognising and

acknow
ledging these problem

s if they exist.

This w
ill help to avoid the stroke survivor being

m
isunderstood and unfairly blam

ed for the w
ay they

behave and respond to people and situations.

W
h

ich
 o

f th
e fo

llo
w

in
g

 is tru
e o

f
d

ifficu
lties w

ith
 th

in
kin

g
, learn

in
g

 an
d

m
en

tal p
ro

cessin
g

 after a stro
ke?

Q
47

Personality change can be due to difficulties
w

ith thinking and m
ental processes as w

ell as
m

ood disturbance Y
ES/N

O

Q
48

Processing inform
ation can be often faster after 

a stroke Y
ES/N

O

Q
49

M
ost activities require the ability to plan and

sequence Y
ES/N

O

Q
50

There is only one stage involved in decision 
m

aking Y
ES/N

O

Q
51

C
ognitive apathy relates to an extrem

e loss of
drive and m

otivation to take action Y
ES/N

O

W
h

ich
 o

f th
e fo

llo
w

in
g

 is h
elp

fu
l in

m
an

ag
in

g
 d

ifficu
lties w

ith
 th

in
kin

g
,

learn
in

g
 an

d
 m

en
tal p

ro
cessin

g
 skills

after a stro
ke?

Q
52

Stroke survivors and their fam
ilies w

ill find it
helpful to know

 that executive difficulties are
very com

m
on after a stroke Y

ES/N
O

Q
53

Recognising and acknow
ledging problem

s
related to cognitive skills difficulties does not
help the person Y

ES/N
O

Q
54

G
entle feedback from

 people w
ho are trusted

can im
prove the stroke survivor’s aw

areness of
their behaviour and its im

pact Y
ES/N

O

Q
55

There is no point in finding out if som
eone is

having problem
s due to apathy rather than

m
ood disturbance Y

ES/N
O

Q
56

The stroke survivor should take the blam
e and

responsibility for their rude and blunt behaviour
due to problem

s w
ith their thinking skills

Y
ES/N

O
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D
rinks, food and m

edication m
ust be put on their

right side w
here they w

ill be aw
are of it.

Try to m
ake sure that w

hen som
eone is saying

som
ething im

portant they are on the stroke survivor’s
right side.

W
h

ich
 o

f th
e fo

llo
w

in
g

 is tru
e o

f
sp

atial n
eg

lect?
Q

66
The person has problem

s w
ith their eyesight

Y
ES/N

O

Q
67

The person m
ay not realise they have the

condition Y
ES/N

O

Q
68

It involves not processing or registering
inform

ation about the space all around the body
Y

ES/N
O

Q
69

It affects one side, usually the left side
Y

ES/N
O

W
h

ich
 o

f th
e fo

llo
w

in
g

 is h
elp

fu
l 

in
 m

an
ag

in
g

 sp
atial n

eg
lect?

Q
70

The problem
 w

ill im
prove w

ithout any help
Y

ES/N
O

Q
71

Repeatedly draw
ing the person’s attention to

their neglected side helps Y
ES/N

O

Q
72

Teaching people to be aw
are of their neglected

side during self care activities  doesn’t m
ake a

difference Y
ES/N

O

Q
73

Food or drinks and m
edicine should be placed

on the neglected side Y
ES/N

O

W
h

ich
 o

f th
e fo

llo
w

in
g

 is tru
e o

f th
e

p
erso

n
al im

p
act o

f co
g

n
itive d

ifficu
lties

after a stro
ke?

Q
57

They can lead to frustration, em
barrassm

ent and
low

 self confidence Y
ES/N

O

Q
58

People are generally very open and honest about
their cognitive difficulties after stroke Y

ES/N
O

Q
59

Professionals w
orking w

ith stroke survivors could
m

isinterpret cognitive difficulties as a lack of
w

illingness Y
ES/N

O

Q
60

C
ognitive difficulties have no im

pact on m
ood

Y
ES/N

O

W
h

ich
 o

f th
e fo

llo
w

in
g

 are h
elp

fu
l in

w
o

rkin
g

 w
ith

 so
m

eo
n

e w
ith

 co
g

n
itive

d
ifficu

lties?
Q

61
Extra support and guidance should not be 
needed Y

ES/N
O

Q
62

G
iving them

 to do things w
on’t help Y

ES/N
O

Q
63

Try not to m
ention the cognitive difficulties

Y
ES/N

O

Q
64

K
eep instructions sim

ple and straightforw
ard

Y
ES/N

O

Q
65

Show
 interest and reinforce any progress

Y
ES/N

O

W
hen a stroke survivor has spatial neglect,

(som
etim

es called inattention) it m
eans that they

cannot ‘take in’ inform
ation com

ing from
 one side of

their body or one side of the space around them
. This

is not because they have a problem
 w

ith their
eyesight.

Som
eone w

ith spatial neglect m
ay not be aw

are of
things on that side of their body, alm

ost alw
ays the

left. That space is literally non existent for them
. 

•  The person w
ith this problem

 m
ay w

alk dow
n a

corridor colliding w
ith objects and furniture to their

left because they do not register anything on that
side of them

•  They m
ay be com

pletely unaw
are of people

approaching from
 their left

•  They m
ay only shave or apply m

ake-up to the right
side of their face

D
rink or food placed on the left side of som

eone w
ith

spatial neglect, m
ay w

ell be ignored sim
ply because

the individual has absolutely no know
ledge that it is

there, no m
atter how

 hungry or thirsty they are.

Those affected usually do not realise they have this
problem

.

They need to be taught how
 to com

pensate for this
lack of aw

areness by draw
ing attention to the

affected side. 

For exam
ple encouraging the individual to repeatedly

look to the left w
hen w

ashing, dressing and w
alking

about. 

Tom
m

y has spatial neglect and he explains how
 he

copes in the next clip.

Spatial neglect can continue long term
.  

Those involved in looking after those w
ho have this

problem
 m

ust be aw
are and continue to encourage

them
 to deliberately look to their affected side. 
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u

 h
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u
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n
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d

u
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n
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d
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o
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rrectly 
yo

u
 m

ay g
o

to the follow
ing w

ebsite 
to print a certificate:
w

w
w

.gm
hiec.org.uk/projects/view

/stroke
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