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Background  
• Over a third of long-term stroke survivors are functionally dependent 

and one in 15 is cared for by their family and friends (Stroke Association, 

2015) 
 

• Informal carers have unique needs associated with caring for a stroke 
survivor (Gauglar et al., 2010; Greenwood et al., 2009) 

 
 

 
 
 
 
 

 
 
 
 
 

 
 

 
• Despite the significance of informal carers in the process of 

rehabilitation and to the long-term outcomes for stroke survivors, 
their longer term needs remain unaddressed and no formal based 
model of care exists to support them 

• 14 stroke carers participated in audio and video-recorded semi-
structured qualitative interview 
 

• Verbatim data was transcribed and analysed using a Framework 
approach 

• The identification of unmet care needs adds to our understanding of the experiences of stroke carers 
 

• The crucial role that carers provide as mediators in the stroke care pathway means that they can provide unique insight on the  
      care needs of stroke survivors 
   
• These findings will inform a new model of primary care which includes an annual structured person-centred needs-based review.  

This GP practice-based intervention for stroke survivors will provide opportunities for carers’ needs to be identified and addressed 

Results 

Carers No/Score 

Male 3 

Female 11 

Age range 43 - 91 years 

Carer duration time 2 - 53 years 

Mean, median carer duration 12 years, 3 years 

Carer Strain Index (CSI) range 0/13 - 13/13 

Median CSI 3/13 

IMD range 2/10 - 10/10 

IMD median 8/10 

Hours per week caring range 7 hours - full time 

This poster summarises independent research funded by the National Institute for Health Research (NIHR) under its Programme Grant for 
Applied Research (PTC-RP-PG-0213-20001). The views expressed are those of the authors and not necessarily those of the NHS, the NIHR or the 
Department of Health 

Study aim 

• 64% of carers suffer from the emotional 
impact of stroke (Stroke Association, 2015) 

 
• 80% of stroke carers experience anxiety or 

frustration (Stroke Association, 2013) 

 

• Two thirds of carers report relationship 
difficulties with a stroke survivor (Stroke 

Association, 2013) 

 
• Three quarters of stroke carers feel ill-

prepared for their role (Stroke Association, 2013) 

 

Methods 

Data collection and analysis 

Conclusion 

Sample characteristics 

14 carers recruited 

15 stroke survivors identified informal carers 

“Which family member or friend gives you the most help & support 
following your stroke?” 

22 stroke survivors were recruited from five GP practices in the East of 
England to the “Improving Primary Care After Stroke” (IPCAS) 

interview study 

1. Needs related to those 
of cared-for stroke 

survivor  

2. Carers’ own needs 
(physical & psychological 

health, social, information, 
health service) 

Sample selection 

• Carer experiences of primary care were identified.  The GP practice 
was considered the first point of contact for carers, particularly in 
seeking stroke-specific information 
 

• Long-term needs of carers were identified   
 

• A key unmet need was psychological need; carers were anxious and 
lacked reassurance about their caregiving role and knowing what 
support is available.  The blurring of boundaries between the 
perception of carers’ own unmet needs and those of their cared-for 
stroke survivor was notable 
 
 

 
 

 
 
 

Blurring of boundaries 
between carers’ & 
survivors’ needs  

Identified long-term needs 

• Fear of secondary 
      stroke 
• Lack of stroke-related 

information 
• Lack of follow-up 

• Loss of physical & 
emotional 
relationships 

• Loss of confidence 
• Anxiety & 

depression 
• Feeling 

abandoned/trapped 
in caregiving role 

“He’s never been my 

husband anymore.  I've 

never had any help since 

then…I was 54 [crying] and 

I've never had a husband 

anymore.  So we just muddle 

through really.”  Carer   

“…I had to fight to get  

my mum physio. I went to 

the doctor’s to fight for 

physio because my mum’s 

right side…literally it was 

nothing. She would literally 

just slump to one side…” 

            Carer 


