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SUPPORTING PATIENT CHOICE  

Patients 

want to die 

at home1. 

The 

Government 

wants this 

too2. 

Family are 

essential in 

helping this 

to happen… 

… but … 
…this costs and consequences for the 

carer can be profound 3,4. 
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Background  

The scale of family members’ contributions are 

often overlooked in discussions of end of life 

caring. 

 

   Carers’ time and out-of-pocket costs  

             are consistently excluded from calculations5,6. 

Or, where cost is estimated:  

It’s based on secondary data, limited by level of detail, 

and/or small, unrepresentative samples7-9. 
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AIMS 

To provide POPULATION LEVEL information on  

the EXTENT OF cancer related CARING and  

its ECONOMIC contribution to end of life care. 
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Methods  

Post-bereavement, national survey 
 

This included:  

 - Discussing content and formatting with a lay research advisory      

               group,  

 - Cognitive-debriefing interviews (n=5), and  

 - Pilot surveys (n=19).  

 

@visualminutes 
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METHODS  
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Results 

28.5% 

35.1% 

36.3% 

Response (n=5270) 

Participated Declined No response

Carer population 

   N=1504          N=1851      N=1915 

44.5% (n=669) were the 

spouse/partner 

50.6% (n=761) lived 

together 33.7% (n=507) within 30 mins 
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FINDINGS 

90%  
69:30 hours  

per week caring 

In last three months of life: 

N=1504 / 5270 (28.5%) responded 
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CONCLUSIONS 

FIND UPDATES OF OUR WORK AT  

http://clahrc-gm.nihr.ac.uk/our-work/end-of-life/dimbleby/ 

Forthcoming 

analyses: 

 

Economic 

estimates of cost 

to society 

 

Associations 

between hours of 

care and carer 

well-being. 

• For the first time we can estimate the contribution 

and expenses based on a UK census sample of 

bereaved carers. 

• Previous research has estimated 156 and 24.57 

hours of care. Therefore value of care is likely to be 

much higher than previous estimates based on our 

finding of 69.30 hours.  

 

• Informal care represents a substantial and vital 

contribution to society. Economic valuations should 

be routinely undertaken to ensure those who 

support those at end-of-life are in turn adequately 

supported. 
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Thank you to: 

 

- those who helped develop the survey 

- relatives who responded to the survey 

- the funders, Dimbleby Cancer Care and     

  CLAHRC GM  
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