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Introduction 
 

The end of life presents a number of challenges: navigating the range of different services that 

the dying person needs to access, getting advice about medicine or symptoms when a 

professional is not present, and finding emotional support. These challenges can present 

themselves at any time of day or night and put significant strain on carers and loved ones. 

We believe everyone approaching the end of life - and their carers - should have access to:  

 24/7 dedicated palliative, nurse staffed expert telephone helpline for patients 

 24/7 palliative care co-ordination centre including signposting service for patients 

 24/7 dedicated palliative, nurse staffed expert telephone helpline including signposting 

for carers 

Access to these vital services means dying people and their carers do not have to face extra 

fear, isolation and distress at the end of life. It means a person approaching the end of their 

life can choose to die at home if they wish, confident in the knowledge that they and their 

carers can access support any time of the day or night. Given that most people would prefer to 

die at home, this kind of support is crucial to helping people have the kind of death that they 

want and avoiding unnecessary hospital admissions.1 

This report has been produced as part of Sue Ryder’s on-going ‘Dying Doesn’t Work 9 to 5’ 

campaign, which has fought to ensure that everyone at the end of life has access to these 

services. This report aims to shed light on the provision of these services across England and 

to see how things have changed since the campaign was launched, drawing on new data. 

There has been some progress on this issue since we started campaigning, but there is 

considerable work left to do. The progress that has been made demonstrates what can be 

achieved when this issue is properly prioritised. There is now widespread recognition that high 

quality co-ordinated end of life care is important, which is reflected in several recent reports 

such as the Aims and Ambitions Framework and the Choice Review which have been driven 

by organisations across the charity and health sectors.2 

The government has now published its plans for improving end of life care, ‘Our Commitment 

to you for end of life care’.3 Among other areas, the document sets out how the government 

will be looking to improve 24/7 palliative support at the end of life, and sets out how new 

models for care co-ordination will be developed going forward. We know from our research 

how much work is left to do in this area, but this is an exciting opportunity to help see these 

new plans effectively translated into improvements  for people ‘on the ground’. 

 

                                                
1
 Public Health England (2013). What we know now 2013: New information collated by the National 

End of Life Care Intelligence Network Link. 
2
 National Palliative and End of Life Care Partnership (2015). Ambitions for Palliative and End of Life 

Care: A national framework for local action 2015-2020 Link; The Choice in End of Life Care Programme 

Board (2015). What’s important to me. A Review of Choice in End of Life Care.  
3
 Department of Health (2016). Our Commitment to you for end of life care. The Government Response 

to the Review of Choice in End of Life Care.  

http://www.endoflifecare-intelligence.org.uk/view?rid=771
http://endoflifecareambitions.org.uk/wp-content/uploads/2015/09/Ambitions-for-Palliative-and-End-of-Life-Care.pdf


 

 

 

Key research findings  
 

 Only 16% of Clinical Commissioning Groups (CCGs) provide full 24/7 support and co-

ordination services for people at the end of life. 

 The number of CCGs providing 24/7 support and co-ordination services for people at 

the end of life has doubled since Sue Ryder started campaigning on this issue 

(increasing from 8% of CCGs in 2014 to 16% in 2016). 

 24% of CCGs are providing two out of the three support components mentioned above 

at present. These areas should make a final push to fill in the gaps and provide a 

comprehensive service for people at the end of life. 

 53% of CCGs are providing none or only one of the components of support. These are 

areas where there is the biggest scope for improvement. 

Table 1: Provision of end of life support services: 2014 and 2016 
 

Full 

(3/3 

components 

provided) 

Partial 

(2/3 

components 

provided) 

Low/none 

(⅓ components 

provided or fewer) 

N/A / 

unclear 

Total 

2014 14 (8%) 60 (33.3%) 101 (56%) 5 (3%) 180 

2016 35 (16%) 52 (24%) 113 (53%) 14 (7%) 214 

Percentage 

point change 

+8 (+100%) -9.3(-15.5%) -3 (-1.8%) 
  

Source: Freedom of Information (FOI) requests made to CCGs/Trusts in 2014 and 2015/2016. 

 

Recommendations 
 

 The government should follow through on their new vision for end of life care (‘Our 

Commitment to you for end of life care’) to deliver choice and quality for people at the 

end of life, in particular the ambitions regarding co-ordination of care and 24/7 support. 

 All CCGs should develop end of life care strategies and these should include 24/7 

specialist, co-ordinated care to support dying people and their carers. 

 STP areas should set out concrete steps for improving end of life care. 

 NHSE should support CCGs in developing these strategies and share good practice. 

 NHSE/Department of Health should support the evaluation and scale-up of promising 

local innovations for providing  24/7 support services and co-ordination. 

 NHSE/The Department of Health should commission research into barriers to further 

roll out and commissioning of 24/7 specialist, co-ordinated care. 



 

 

 

Methodology  

This report draws on two FOI requests sent to CCGs and Trusts in England in August 2014 

and February 2016. The response rate was 85% and 98% respectively. The FOI and the 

rating of services on the basis of information provided was carried out on behalf of Sue Ryder 

by Request Initiative. CCGs and Trusts were rated according to three key services: 

1. 24/7 dedicated palliative, nurse staffed expert telephone helpline for patients 

2. 24/7 palliative care co-ordination centre including signposting service for patients 

3. 24/7 dedicated palliative, nurse staffed expert telephone helpline including signposting 

for carers 

CCGs/Trusts providing all three services 24/7 were rated as ‘Full’ service provision, those 

providing two out of three services 24/7 were rated as ‘Partial’, and those providing anything 

less were rated as ‘Low/none’. CCGs/Trusts that supplied no or insufficient data were rated as 

‘N/A’. This follows the methodology used previously in the ‘Dying Doesn’t Work 9 to 5’ 

campaign. 

 

 

Dying Doesn’t Work 9 to 5 campaign highlights 

October 

2014 

Campaign launched at Parliamentary Reception for MPs, Peers and key 

health sector figures. 

 

New research launched by Sue Ryder, finding that 8% of areas are 

commissioning comprehensive support services. 

 

Petition launched, calling for all areas to provide people with access to expert 

palliative practical advice, emotional support and co-ordination services 24 

hours a day, 7 days a week. 

February 

2015 

Parliamentary reception to promote the campaign. 

  

Early Day Motion 791 submitted to the House of Commons: This saw MPs 

expressing support for the campaign and its objectives. It eventually received 

 37 signatures and considerable cross party support. 

 

New report: ‘What’s important to me: A Review of Choice in End of Life Care’. 

This reflected some of the key concerns of the campaign, including the 

importance of co-ordination and 24/7 support at the end of life. Sue Ryder sat 

on the Programme Board that oversaw this report. 

July  

2015 

Petition delivered to Downing Street with 47,160 signatures. 

September 

2015 

New report: ‘Ambitions for Palliative and End of Life Care: A national 

framework for local action 2015-2020’. This also reflected key campaign 

concerns regarding co-ordination of services and 24/7 support. Sue Ryder 



 

 

 

 

were involved as part of the steering group for this project. 

October 

2015 

Event: Stephen Lock, campaign ambassador, spoke at an event on the end of 

life, alongside the Minister, at the Conservative Party Conference. 

March 

2016 

Event: Sue Ryder hosted a roundtable on co-ordination of care at the end of 

life, showcasing some examples of services that deliver this. A number of other 

charities, care providers and the National Clinical Director for End of Life Care 

attended the event. 

July  

2016 

New government publication: Government publishes ‘Our Commitment to 

you for end of life care’, setting out their vision for end of life care, covering 

areas such as co-ordination and 24/7 support. 

 

New research launched by Sue Ryder, looking at changes in the provision of 

end of life support services since the campaign launched. 

 
What’s next? 
 

 We will continue to highlight the need for 24/7 practical, emotional and co-ordination 

support at the end of life. 

 We will work to help implement the Government’s plan for improving end of life care, 

particularly the aspects that cover 24/7 support and co-ordination. 

 We will use data and research to shed light on these issues. 

 

 

 

 

 

 

 

 


