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Listening to you

• In 2018 we conducted the biggest ever survey of stroke survivors and 
carers

• Over 11,000 people closely affected by stroke shared their experiences 
with us 

• In June we published the first chapter of our Lived Experience of Stroke 
report



Your answers helped us understand the 
impact of stroke

• Stroke survivors and carers told us in detail how stroke has affected 
their lives and where they need more support

• We also asked:

• The length of time since their stroke

• The things they have found challenging to adapt to

• The support they have received and 

• The areas in which they wish they had been better supported



What we heard



Stroke can devastate lives in an instant

• Stroke can affect 

• physical health and abilities, 

• mental health, 

• emotions and

• how we function cognitively

• Physical effects of stroke may  be 
easier to spot and better understood

“I remember being so 
confused by everything 
going on around me”

Alisha

• Other effects may be hidden to others, and may be 
even more difficult for the stroke survivor to live 
with



9 out of 10 stroke survivors experience at least one physical effect

Base: all respondents: 11,134 stroke survivors and carers 



And 9 out of 10 told us they had at least one cognitive impact

Base: all respondents: 11,134 stroke survivors and carers 

Almost 9 out of 
10 said they 
experience 
problems with 
fatigue

More than 8 out of 
10 told us they have 
problems with their 
memory (short and 
long term)

8 out of 10 
reported 
problems with 
concentration



Fatigue affects almost all stroke survivors

• Fatigue is the most common effect 
of a stroke

• Fatigue can be far more 
debilitating than others can 
imagine

• It affects people both physically 
and cognitively

• Unlike normal tiredness, it doesn’t 
get better with rest

Base: all respondents: 11,134 stroke survivors and carers 

“It’s hard to describe the 
fatigue I felt after my 

stroke. It’s not like normal 
tiredness.  I was 

completely wiped out” 
Nicola



Stroke can have a profound effect on 
mental health

Nationally representative sample of 1,880 stroke survivors and carers

“I felt so nervous 
about going 

anywhere or doing 
anything”

Roger

“I’m trying to come 
to terms with being 

much more 
emotional. It’s a 
strange feeling”

Dave



Self-esteem, happiness and independence are the biggest 
lifestyle impacts

Nationally representative sample of 1,880 stroke survivors and carers

“I’m also a lot more 
grumpy in my 

relationship with my wife”
Dave



Most people feel confident about their path to recovery

Nationally representative sample of 1,880 stroke survivors and carers



So what’s next?



We are raising awareness and understanding by publishing 
our findings

• Hidden Effects of Stroke is Chapter 1.  We will publish three more 
chapters between August and November.

• Chapter 1 has attracted huge amounts of press coverage:

• TV features including BBC East Midlands, ITV Wales, ITV Tyne 
Tees, Belfast Live and BBC Spotlight

• 96 pieces of press coverage as of 21 June, with more to come 
including the Sun and Metro newspapers



Policy and Influencing, Marketing and Stroke Support are 
all using the data:

• Shaping services and tailoring what we offer

• Driving medical research and prioritising our research activities

• Improving funding requests for commissioners and other organisations

• Training helpline and other frontline staff



Policy and Influencing, Marketing and Stroke Support are 
all using the data:

• Influencing priorities at national and regional level, including NHS 
England National Stroke programme

• Ensuring we have the right fact sheets and guides and the right videos 
on My Stroke Guide

• Creating personal stories and case studies to support our key 
messages



And we are developing ‘Personas’ 

Fictional characters to represent the different groups of stroke 
survivors that have emerged from our survey

• Understanding how these groups differ will help us better meet their 
needs

• Each one will be brought to life using a composite picture based on the 
real experiences of survivors in the group

• We are running a workshop this afternoon to introduce the seven 
Personas

• Come along, give us your reactions, and help us develop them further



Introducing Mark Cadman



Mark has contributed to the early stages of our Personas 
development

• He is a valued friend of the Stroke Association:
• Stroke Association Volunteer Ambassador,
• Member of the Stroke Voices in Research Panel 
• Trustee of Harlow Stroke Support - Rehab. Centre

• Mark will talk about his own stroke journey, and how he contributed 
to our Personas development



Rebuilding lives 
after stroke


