
 

 

UK Stroke Assembly 2016: key messages 

 

The aim of the UK Stroke Assembly is to give a voice to people affected by stroke and 

aphasia and to provide a method for stroke survivors and their families to interact with 

decision makers.  

In 2016, we held events in Nottingham and Swindon with the same programme content. 

We collected key messages from each plenary and workshop, Below are the key points 

that have been identified from a review of the messages collected.  

These messages are for the attention of the Steering Group organisations to consider in 

terms of how to take forward both individually and together as a group of organisations.  

Key messages from this year can be broadly broken down into four categories.  

 

On having a stroke and recovering 

Having a stroke is the start of a new way of life; one that can be both positive and 

negative. 

Recovery from stroke doesn’t stop. It may slow down but the brain has shown itself able to 

carry on recovering long after the six months that many stroke survivors are given by 

health care professionals. 

Stroke survivors want to tell their story and be heard. Having their experience validated is 

important.  

 

On stroke research, treatment and care 

The NHS does not support people after stroke in the way that people want and need it to. 

Many describe it as ‘dropping off a cliff’ once out of hospital; some reporting they had to 

pay for therapy privately. More community rehabilitation is needed. 

The HASU model of delivery stroke care is viewed by relatives with concern, but this 

lessens once people understand that outcomes are better when services are centralised in 

this way.  

Good recovery and life after stroke is a result of a joint approach between health care 

professionals, stroke survivor, and carer.  

People affected by stroke are interested in stroke research and being research 

participants. Researchers just need to ask.  



 

On living a life with stroke  

The hidden effects of stroke are the hardest to explain and are the greatest cause of being 

isolated from social networks.  

Isolation takes many forms - from being alone in a group because you can’t communicate 

or participated - to being left alone because you can’t work and friends don’t understand. 

Health and social care professionals have a huge role to play including enabling potential 

support services and networks to access patients through to social prescribing.  

Carers want to know how to care for their loved ones better as well as how to care for 

themselves.  

Navigating the benefits system is difficult. There are many tips and techniques that can be 

used to make a more successful experience. People affected by stroke should seek 

support and assistance particularly if they wish to appeal a decision.  

 

On the links with other conditions 

People affected by stroke often have multiple conditions, but [UKSA delegates] identify 

themselves as stroke survivors primarily, and then as individuals with conditions caused by 

their stroke. 

We need to talk more about the links (potential or actual) between stroke and other 

conditions, such as dementia and Parkinson’s disease. 

The links between stroke and dementia are potentially very scary to those affected by 

stroke. This area need to be discussed carefully and with consideration for how fearful 

people are of dementia.  

Vision loss and fatigue after stroke are two of many hidden effects and both are not well 

understood by those experiencing them, but they have a significant and limiting impact on 

recovery and wellbeing. 

 

 

 

 

 


