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Links between the 

UKSF and UKSA
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UK Stroke Forum Reps
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UK Stroke Forum Update

• New National Stroke Plan

• New research study



Sir Bruce Keogh, NHS England Medical Director



The National Stroke Plan

Leadership, data 
& research

3 year 
Plan 

Ongoing rehabilitation & care

Urgent & emergency care

Prevention

Workforce 



Ongoing rehabilitation & care 

Inpatient 
rehab

• 45 mins rehab 7 days/week

• Improved psychological support

• Signposting to third sector support 

Early 
supported 
discharge

• Early Supported Discharge for all

• Teams have trained, skilled staff

Community 
rehab & 
long term 
care

• Intensity of rehab right for each 
person 

• All to receive 6-month review

• All a personalised care plan 

• Access to vocational rehab 

• Support for carers, including 
signposting to third sector 

• All CCGs / ACSs / STPs commission full 
stroke pathway w/ 7 day/ week rehab

• CQUIN for improving access to 
psychological support

• Stroke passport 

• All to have stroke-specialist ESD

• National Service specification for 
structure & staffing levels + rural 
areas 

• Comprehensive holistic rehab, 
including better use of third sector 

• Commission 6-month review

• Commission vocational rehab 

• Clinical guideline on vocational rehab 

• Commission carer support 

Ambition Activity



Workforce 

• Every person with stroke is 
cared for by people with the 
right skills & competencies 
to meet their neds across 
the whole stroke pathway 

• Every health & social care 
professional working with 
people with stroke should 
have defined competencies 
that should be measured 
and met 

• Workforce strategies contain stroke-specific plans 

• Train volunteer workforce to support stroke survivors 
and carers 

• Career pathway for nurses, AHPs, psychological 
professionals 

• NHSE to provide guidance on thrombectomy staffing 
levels 

• Increase interventional neuradiogoly workforce 

• Include stroke in core medical training programmes & 
undergrad curricula 

• BASP to promote stroke as a career, expand mentoring 
schemes 

• Build on existing Stroke-Specific Education 
Framework and map competencies required across 
full pathway, test innovative changes to posts 

• Roll-out stroke nurse competencies course 

Activity 

Ambition
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Incontinence

• 40-60% of people following a stroke

• 60,000 – 90,000 people in UK each year

• 44% at 3 months, 38% at 12 months



#strokeassembly

Not just a physical problem

.

Sleep

Physical 
discomfort

Daily
activities

Social life

Relationships

Quality of 
Life
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Incontinence
Bladder and bowel dysfunction are priorities for 
patients and carers

Not seen as a priority by health care professionals:

– poor assessment and case finding

– poor treatment and care planning

– poor implementation of treatment and care plans

– poor bladder and bowel rehabilitation in evidence
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A UK Collaborative Study funded by the NIHR 
Evaluation, Trials and Studies Coordinating 

Centre (NETSCC), Health Technology 
Assessment (HTA) Programme

Chief Investigator: Dr Lois Thomas
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Randomised Trial

• 18 hospitals 

• 1024 patients 

• Promoting continence programme or usual care

• 12 months (5 per hospital per month)

• Results 2020-21



Stroke Assembly, Manchester June 2018

The TASMIN5S Research Study and 

Public Involvement

Cathy Rice - Stroke Survivor & Public Contributor to 

Research 

Lisa Hinton - Researcher



Public Involvement - how I started

• INVOLVE defines public involvement in 

research as being carried out ‘with’ or ‘by’

members of the public rather than ‘to’,

‘about’ or ‘for’ them

• 10 years ago, stroke in my forties, while 

climbing on bike to cycle to work

• Have made good recovery, still very 

constrained by fatigue

• No risk factor except raised blood pressure



2 years after my stroke –

Ready to do a tiny bit of work
• Bristol - close to home, at local university

• Only skill required was NOT being a health 

professional

• Over the years, many different projects

- some just 1 hour

- on different health topics

• Got me back in the world of work



8 years after stroke –

first role to do with blood pressure 

measuring • I answered an ad on PeopleinResearch.org, 
the NHS website for recruiting members of 
the public for research

• Study based in Southampton

• I travel to some meetings and join other 
meetings by phone

• Exciting to be helping with research very 
relevant to me



• Invited to help on TASMIN5S project, based in 
Oxford.

• One of the members of the public

• First time I have been involved in specific stroke 
project

• Many different ways to contribute:

– In person

– On the phone

– By email

Last year (9 years after my stroke)



Challenges and rewards of current 

study Challenges:

• I can’t write at normal speed, so it’s hard to make 

useful notes

• Slow pace of academic research, where each stage 

can take months

Rewards:

• Feeling useful

• Chance to be critical (constructively) 

• Seeing impact of my opinions

• Money!
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TASMIN5S Research Study –

Blood pressure monitoring after 

stroke or TIA

Who are we?

What is the research?



Who are we? 
Professor Richard McManus 

• Oxford GP and Researcher

• 17 years’ experience of creating 
programmes to help people manage high 
blood pressure

• Leading TASMIN5S study

Lisa Hinton 

• Social science researcher

• Interested in bringing patient perspectives 
into clinical research

Plus a team of clinicians, researchers and PPI



Why is blood pressure important 

after stroke?

• High blood pressure (BP) can increase the risk of 
having another stroke or transient ischaemic attack 
(TIA)

• Our programme is meant to help people bring down 
their blood pressure with the help of their GP.



How?

• People are given blood pressure monitors to use at home for a 
few days each month.

• The readings are sent to the GP via text message, app or 
website.

• The GP can change medication 

when needed.
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SMS

Website

App

Multi-platform



How it might look?

Example from past study



First phase –

developing the programme
Understanding the views of the people who will use the 

programme i.e. stroke/TIA survivors, carers, and healthcare 

professionals

This will help make sure the intervention is:

a) Easy to understand

b) Easy to use

c) Motivating

d) Enjoyable



Public Involvement happens throughout –

Input so far……

• Cathy and Marney involved at various stages already –
e.g.

1. Advice when we were developing the proposal

2. Worked with us to ensure the training booklet was 
easy to understand

3. Aphasia friendly materials



How can Public input help?
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Example:  information about what to do if you see an error on your BP monitor.

This is what it looked like before we asked Marney & Cathy for feedback
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How can Public input help?
How it looked after the feedback from Marney and Cathy. 

This helped to make it much clearer and easier for people to understand.



Public input can help to clarify 

unconvincing messages
Before

• These targets are used by the NHS for people with stroke or TIA, 

and take your age and health into account

After

• “The green target might seem quite low, but there is strong 

evidence that this is a safe level for your blood pressure after a 

stroke or TIA, at any age” 

Professor Richard McManus, an expert on high blood pressure at   

Oxford University who is leading BP:Me. 
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Other Public input so far

• We have asked stroke groups in Southampton and 

Oxford to give feedback on lots of important questions

• Different Strokes Southampton have helped us refine 

the programme and are very supportive of the study

“It will give peace of mind, knowing you’re in control”

“It’s about getting involved in your own well-being”



TASMIN5S Research Study – what next?

• 2019-2022:  We will run a large study with 

hundreds of participants.

• People will be invited to take part around 

Oxford, Cambridge, Edinburgh, and 

Limerick

• Half of the people will use the new 

programme, the other half will not

• After 12 months, we will compare BP to 

see if the programme is helpful for lowering 

BP after a stroke.



Next steps…. 

We’d like help from you

Here is your chance to try out patient involvement

We are here during the coffee breaks and would love to have your 

views on;

- Our training booklet for the study

- Using a BP monitor

- Entering readings on the website or mobile phone

- Stroke Association Research Panel

THANK YOU!



Patient and Public Involvement 

in research at the 

Stroke Association

Laura Piercy



#strokeassembly

What is a stroke expert?
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What is a stroke expert?
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What is a stroke expert?

You are stroke experts 

Research needs you



#strokeassembly

Only you know what it is like to:

• live with the effects of stroke

• look after someone who had a stroke

You can use this experience and have your 

say on research

Research aims to benefit you
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Get involved in research with 

the Stroke Association:

Stroke Voices in Research
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Review applications for 

research funding

Researchers who want funding from us must send 

us an application

• You could review these applications

Tell us what you think - should the Stroke 

Association fund the research?
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Help decide what research we 

fund

Scientists and people affected by stroke 

meet and discuss funding applications

They decide what research the Stroke 

Association should fund
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Help researchers to develop 

studies

• Is it focussing on important issues?

• Is the information understandable?

• Is the research accessible?

• Would you take part?
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We’re developing a new 

research strategy

Stroke Voices in Research have been helping us decide: 

• what is important?

• what should we focus on?

You could be involved in helping to make other big 

decisions in the future
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Interested? 

Want to know more?
I am here all day - come and speak to me

There is a ‘Get Involved in Research’ leaflet in every delegate 

bag

• This has my contact details 

– get in touch
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Thank you for 

listening


