


Stroke Helpline 0303 3033 100 

stroke.org.uk 

“Patient perspective” 

 

Peter Moore 

Regional Head of Operations NE 



Stroke Helpline 0303 3033 100 

stroke.org.uk 

“Stroke Association’s 

strategic view in terms 

of future service 

development needs” 



Stroke Helpline 0303 3033 100 

stroke.org.uk 

Stroke Achievements from a patient perspective 

• 24/7 access to Stroke units (N) 

• Feeling much more supported in the Acute 

environment (information needs) (N) 

• Improved chances of receiving Thrombolysis 

treatment for those that meet criteria (N) 

• Improved Therapy ESD/CST (N) 

• Most patients now receiving Reviews (6month) (N) 

• Improvements in long term support (but limited) 
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Old message 

  

New Message 

 

1 in 3 die within a year 

  

1 in 4 die within a year 

1 in 5 die within 30 days 

  

1 in 8 die within 30 days 

  

Stroke kills 3x as many women as breast cancer 

  

Stroke kills 2x as many women as breast cancer 

  

Stroke kills 2x as many men as prostate and 

testicular cancer combined 

  

Stroke kills 1.5x as many men as prostate and 

testicular cancer combined 

  

Stroke causes 9% of all deaths in the UK 

  

Stroke causes 7% of all deaths in the UK 

  

Stroke causes 10% of all deaths in women in the 

UK 

  

Stroke causes 8% of all deaths in women in the 

UK 

  

Stroke causes 7% of all deaths in women in the 

UK 

  

Stroke causes 6% of all deaths in women in the 

UK 

  

Stroke takes a life every 10 minutes 30 seconds 

  

Stroke takes a life every 13 minutes 

  



Stroke Helpline 0303 3033 100 

stroke.org.uk 



Stroke Helpline 0303 3033 100 

stroke.org.uk 

  

Key Feature 

  

Description 

How could, or has, the Stroke Association 

help(ed) you to achieve this? 

Being able to get out of the 

house 

Being able to access appropriate, 

affordable and reliable transport. 

 Providing, or recommending, reliable transport 

options which are appropriate for your needs 

 Telling you about, and helping you to apply for, 

financial help with travel costs 

 Telling you about, and helping you to apply for, 

relevant permits (e.g. bus passes, blue badges 

and scooter licenses) 

 Offering ‘buddy systems’ to provide support 

when travelling.  This helps you to feel 

confident about travelling. 

 Providing practical advice and strategies to 

cope with/address any difficulties you may 

experience when travelling e.g. remembering 

the route or paying for things using coins 

(communication support group only). 

Having motivation and being 

resilient 

Being motivated to adjust to life after a 

stroke, dealing head on with difficulties 

and challenges that may arise in order to 

get on and live a good life.  Not giving in. 

 Setting goals that are realistic – helping and 

encouraging you to do things, not making you 

 Offering guidance regarding practical tools and 

techniques to support you in dealing with any 

difficulties you have 

 Providing accessible and enjoyable social 

opportunities, including opportunities to meet 

other stroke survivors and carers who are in a 

similar position to you.  Being able to do things 

as a group and motivate one another. 

 Providing someone who is always there to offer 

guidance, support and encouragement, and to 

make you feel good about yourself 
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Key Feature 

  

Description 

How could, or has, the Stroke Association 

help(ed) you to achieve this? 

Being, and feeling, safe at 

home 

Being and feeling safe and supported at 

home. 

 Undertaking home visits to look at what changes 

may be needed to help you be, and feel, safe at 

home (not an assessment, but a general look 

around the home) 

 Signposting to organisations that can provide any 

necessary aids and adaptations, both adaptations 

for the home (e.g. wet rooms), but also other things 

that are available such as pendant alarms and key 

safe boxes 

 Helping you to access any relevant grants to assist 

with the cost of any adaptations 

Having confidence Feeling confident around the home and 

having the self-esteem and courage to get 

out and do things, including returning to 

previous activities and also trying new 

activities and meeting new people.  Feeling 

good about yourself. 

 Providing ongoing support and encouragement – 

helping and encouraging people to do things, not 

making them 

 Providing opportunities for peer support, where 

you can normalise your experience, support one 

another, and be yourself 

 Supporting you and providing practical tools and 

techniques to help you manage any difficulties you 

may have (e.g. practical communication tools and 

techniques) 

 Providing opportunities for you to have a role and 

do something meaningful (see: ‘Making a 

meaningful contribution’) 

 Helping to ensure that you are, and feel, safe at 

home (see: ‘Being, and feeling, safe at home’) 

 Operating ‘buddy systems’. 
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Key Feature 

  

Description 

How could, or has, the Stroke Association 

help(ed) you to achieve this? 

Making a meaningful 

contribution 

Having a role to play and being able to do 

something that is meaningful and valued 

 Providing opportunities for you to support other 

stroke survivors and carers who are going through 

the same thing as you 

 Providing, and signposting you to, volunteering 

opportunities, including opportunities to become a 

Stroke Association Volunteer and a Stroke 

Ambassador 

 Offering social activities where you are given a job 

to do e.g. working on a gardening project. 

Being able to keep 

yourself healthy and active 

Being able to look after yourself, keeping 

healthy and active 

 Providing exercise-based activities which are 

tailored to what you can do/what you are capable 

of doing. 

 Offering advice in relation to how to eat healthily 

and how to keep yourself well, including 

information about what you can do to help avoid 

another stroke. 

Being financially secure Being financial secure, having accessed all 

available financial support, and having 

adjusted to any reductions in income 

 Providing information about what benefits and 

other ‘pots of money’ are available, what you are 

entitled to and how you can access it.  It is 

important that this information is provided by 

someone who knows how the system works. 

 Offering help to fill in complicated application forms 

and having someone there to track progress and to 

chase things up for you when things are going 

slowly. 



Stroke Helpline 0303 3033 100 

stroke.org.uk 

Stroke Association Strategic Vision for 

improving Patient / Carer Outcomes 

•Preventing avoidable strokes 

•Everyone who has a stroke gets the best 
support and care 

•We are for Life After Stroke in the long term 

•Building up research and knowledge to 
improve stroke outcomes 

•Ensure a well trained and resourced stroke 
workforce 
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We will  
• Keep up the pressure for better stroke care so that everyone gets direct access to a specialised stroke unit, 

24 hours a day, 7 days a week; that they get specialist support and intensive rehabilitation when they leave 

hospital; and that everyone gets a review of their needs after 6weeks, 6 months and annually  

• Highlight and work to address the social, health, ethnic and geographical inequalities that lead to greater 

prevalence of stroke and worse outcomes  

• Reach out to more stroke survivors, their families and carers of all ages, and the bereaved, so we can provide 

information and support to them 

• Advocate and work in partnership to build research funding capacity in stroke to more appropriate levels and 

make sure we have a well-trained stroke and health and social care work force 

• Continue to bring together and forge a strong stroke community through the UK Stroke Forum, the UK Stroke 

Assembly, stroke club and long term group work; supporting children and their parents with stroke, and by 

acting as a catalyst for international collaboration. 

 

 

2. Everyone who has a stroke should get best support and care 
The great progress in stroke support we have won over the last decade needs to be defended but much more 

improvement is needed: everyone who has a stroke, wherever they live and whatever their background, should 

be treated in a high quality stroke unit; get expert, specialised support and rehabilitation after hospital; and be 

able to access long term support whenever they need it. Our aim, in partnership with the whole stroke 

community, is to make sure that stroke survivors should have the chance to make the best possible recovery. 

 

How 
• Sustained  alliance and partnership building to influence specific decision makers, on standards, training, 

professional bodies and investment in stroke care and support 

• Research and evidence based case building, including study of the economic case for change 

• Supportive work with the NHS and social care, including training and promoting examples of best practice 

• Review and make fit for purpose childhood stroke clinical guidelines 
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  We will 
• Work to secure a diversity of income streams (including personal budgets and self funders) and win more 

statutory funding for our services , challenging when we know services of value are threatened and continue 

to offer services based on voluntary income in every community of the UK.   

• Commit to continuous improvement innovation and early adoption of best practice, working in co-production  

with users, developing our Stroke Association outcome framework to show the difference we make. 

• We will commission and publish independent evaluation of our Stroke Association Services to enable 

continued improvement and development of best practice.  

• Support people in self-management of their stroke through promoting and rolling out My Stroke Guide. 

• Support the maintenance and growth of long term stroke support groups. 

• Grow new services that provide therapies to aid recovery and quality of life; reach out to more stroke 

survivors, their families , carers and the bereaved, so we can provide continuing information and support to 

them, aiming to build  positive long term relationships. 

 

 

 

3.We are for Life After Stroke in the long term 
Stroke can be a long term life shattering event. The emotional toll, the social isolation and the hidden impacts of 

stroke on survivor and family are often overlooked: and around half of all stroke survivors live in areas without 

support services such as we provide. Research shows too few people are getting: assessments of their needs; 

care plans based on those assessments; or 6 month reviews 

How 
• Growing the range of and take up of our Services offerings and improve impact evaluation and reporting. 

• Improve our capacity to meet marketplace need, including stroke care training 

• Develop our suite of digital, video, audio, print and online resources to complement face to face services 

and build online and mystroke guide capacity and capability. 

• Build up our volunteer support capacity 

• B 

 

 

How 
• Grow the range of and take up of our contracted services offerings 

• Continue with and develop new digital, print and online resources to complement our contracted services, the 

national stroke helpline and our long term support groups, including My Stroke Guide,  

• Provide a comprehensive portfolio of stroke training, pilot Care Home training award scheme to influence 

stroke care standards and target key groups of professionals currently receiving limited or no stroke training 

• Reinforce our volunteer support capacity 

• Facilitate dialogue and planning about the best form of pathway and services post hospital discharge  
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We will 
• Form an alliance with BASP and other Stroke Professional care organisations to influence to create an 

appropriately skilled and resourced workforce for the medium term and future. 

• Change the perception, where it exists, that stroke training isn't needed 

• Ensure that workforce planning is driven by appropriate stroke specific frameworks 

• Ensure that all stroke survivors receive high quality evidence-based care through a well skilled workforce 

across the stroke pathway 

• Support the work of professional bodies to build sufficient capacity in their workforce  

• Support the growth of Stroke support organisations to advocate for skilled stroke workforce provision outside 

the UK 

 

 

 

5. Ensuring a well-trained and resourced Stroke workforce 
• We are heading towards a crisis point where there won’t be enough stroke specific clinicians to staff the 

vital stroke wards and services we know saves  lives. The picture is even worse in social care, where there 
are no mandatory stroke training requirements for the social care staff supporting the 500,000 stroke 
survivors who need support to carry out everyday tasks. Recommendations have been made for the 
need of NHS stroke specific education, but this is no longer top of the policy agenda. We must  ensure 
these recommendations are met, and work with others to set standards in social care.  

 

 

By 
• Publish evidence making the case for stroke standards and training 

• Develop a campaign to call for workforce planning to be driven by appropriate frameworks 

• Provide  stroke training and Support the work of professional bodies to build sufficient capacity in their 

workforce  

• Campaign for stroke specific education and training across the pathway  

• Pilot Stroke Association Care Home training award scheme to influence stroke care standards 

• Target key groups of professionals currently receiving limited or no stroke training  
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Priority Stroke Service 

Development needs 
• Continue to fight for and strive for 24/7 access to stroke services 

and Thrombolysis 

• Continue to improve Rehab ESD ( but more person centred) 

• Continue to develop 6 month/annual reviews, (lots of 
inconstancy at present) Stroke Association can support 

• Campaign for dedicated stroke workforce 

• Investment needed to develop emotional/psychological support 
(very patchy at present) 

• Investment needed in long term (life after stroke) support/self 
management, and building stroke communities (important 
message from stroke survivor) 

• Campaign for an integrated approach for stroke care between 
Health and Social Care  
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Stroke Association Approach to 

future service delivery  

 

The Stroke 

Recovery Service 
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Why are we developing a 

new model of services? 
• Public Sector Efficiencies, Policy Drive - Move to 

Generic  Services, Integration & Personal Health & 

Social Care Budgets- 

                         Steam train ?          
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Core Service 

•Navigation and Co-ordination providing 
support from hospital to community 

•7 day per week service – role of 
SIS/Helpline being explored 

•My Stroke Guide - Self-Management 

•Basic (Level 1 & 2) level of emotional 
support 

•Regular review - 6 weeks, 6 months 1 year 

•Option of formal 6 month SNNAP review 
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HASU 

Community 

Activity  
•Goal planning  
•Intensive support to prevent hospital re-admission  
•Addressing social isolation through community integration  
•Support to self-manage 
•Supported conversation to express needs 
•Active listening and problem solving 
•Secondary prevention advice  
•Advocacy 
•Service navigation and coordination  

Low – 0 - 1 home visits + other contacts including hospital visits and telephone - as required 
(everyone will be offered at least 1 home visit and a minimum of 4 contacts) 
Medium - 2-3 home visits and the above but not less than 4 contacts in total  
High - 4+ home visits but no less than 8 contacts in total  

High 

Medium 

Low  
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Stroke onset             12 months      

Review and contact as required 
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Stroke Association Core Stroke Recovery Service  
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Emotional Support 

• Referral from SRS Senior Support Worker / ESD, CST 

• Counselling for stroke survivors and their carers who 

require additional support 

• Full assessment, goal focused interventions, 6-10 sessions 

of formal counselling 

• Referral for those requiring clinical involvement to local 

clinical service 

• Referring into peer support groups, Stroke Association 

Voluntary groups 

• Model could support current short falls in emotional support 

services 
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The 
Emotional 

support 
service is 
led by a 
qualified 

counselling 
professiona

l and a 
team of 

volunteer 
counsellors 
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High 

Medium 

Low 

Referral to clinical service 

Referral to Stroke Association 
Emotional support 

Emotional Support provided within Stroke Recovery Core 

6 - 10 
counselling 

sessions  

Level of need  
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Assessment   

Stroke Association Emotional support  

The Stroke 
Recovery 

Coordinator is 
trained to level 2 
to assess level of 

emotional support 
need using 

standardised tools 
e.g. HADS and to 

make the 
appropriate 

referral 

Counselling 
may include 

1:1  
family 

centred or 
group 

sessions 

Level 1 & 2 

Level 3 

Level 4 

The Stroke 
Recovery  

coordinator 
reviews 
overall 

progress at 
the end any 

input and 
the person 
continues 

to be 
supported 

by the 
service  

Review of 
intervention 
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Communication Support 
 
•Commissioned short periods of intensive support  

(8 weeks workshops/18-36 weeks in Northern 

Ireland) 

•1:1 volunteer support in community 

•Voluntary peer support and Voluntary groups 

trained to support people with communication 

disability 

•Explore commissioned Speech and Language 

Therapy Services (supporting current unmet need) 
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Range of other services to be  

developed/built on 

•Carers sitting service 

•Child stroke services 

•Advocacy 

•Potential brokerage 

•Rehabilitation and Exercise 
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demonstration 

http://mystrokeguide.com/
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