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End of life care in primary care 
Supporting practices to develop further  

 

An example of results from a single practice 
taking part in the national ADA snapshot 
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άIƻǿ ǿŜ ŎŀǊŜ ŦƻǊ ǘƘŜ ŘȅƛƴƎ ƛǎ ŀƴ ƛƴŘƛŎŀǘƻǊ ƻŦ Ƙƻǿ ǿŜ ŎŀǊŜ ŦƻǊ ŀƭƭ ǎƛŎƪ 
and vulnerable people. It is a measure of society as a whole and it is a 
ƭƛǘƳǳǎ ǘŜǎǘ ŦƻǊ ƘŜŀƭǘƘ ŀƴŘ ǎƻŎƛŀƭ ŎŀǊŜ ǎŜǊǾƛŎŜǎΦέ (End of Life Care Strategy 2008) 

 
Every year, about 1% of your practice 
population dies. This is set to rise exponentially 
over the next few years. In 2009 more than 800 
practices were invited to take part in the first 
ever national snapshot of end of life care in 
primary care. This report illustrates the findings 
from one anonymised practice. 

In 2009, the Department of Health launched the 
Quality Markers for end of life care. These are 
not mandatory requirements, but the table 
below shows how the example practice 
compares to others that took part in the 
national snapshot in terms of the Quality 
Markers for primary care. 

 
Comparing your practice with averages from the national snapshot for end of life care in primary care 

 

Quality marker ς primary care Snapshot average Practice 

Quality marker 2.1: developing strategy and plans   

100% of practices develop action plan and evaluate Not measured  Not measured 

Quality marker 2.2: mechanism to assess and document  

100% of practices adopt GSF or similar approach  92% using Not measured 

% whose preferred place of care is recorded 56% of those on register 35% 
% who die in their preferred place of care 42% of those on register 29% 

Quality marker 2.3: mechanism to assess and document carer needs  

% whose carer is recorded  Not measured  Not measured 

҈ ŎŀǊŜǊΩǎ ŀǎǎŜǎǎƳŜƴǘ κ ŎŀǊŜǊǎ ƴŜŜŘǎ ǊŜŎƻǊŘŜŘ 50% of those on register 18% 

Quality marker 2.4: use of multidisciplinary team meetings quarterly  

% discussed at multidisciplinary team meeting in final year 78% of those on register  35% 

Quality marker 2.5: communication with out of hours  

Protocols for sharing information with out of hours  Not measured Not measured 

% on register with info given to out of hours  46% of those on register  0% 

Quality marker 2.6: nominating a key worker  

% with a key worker identified 74% of those on register 35% 

Quality marker 2.7-9: awareness and action regarding training needs  

Awareness of training needs Not measured Not measured 

Quality marker 2.10: adopting care management pathway when dying  

% of those dying at home where the Liverpool Care Pathway 
or equivalent was used 

60% of those on register 
who died at home 

20% 

Quality marker 2.11: collate information on quality of care for audit purposes  
% who die at home 31% of those on register 29% 
% who die in their preferred place of care 42% of those on register 29% 
% of carers who receive bereavement support 32% all deaths; 52% register 6% on register 
Audit of complaints and compliments Not measured Not measured 

 
 

 

Key points 

 

This report was prepared by Omega, the National Association for End of Life Care 

and The Evidence Centre, an independent research organisation, using 

information one practice submitted for the 2009 snapshot of end of life care.  
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ά¢ƘŜ ƴŜȄǘ few years are crucial for primary care if we are to ensure that 
we can deliver a gold standard of end of life care for all who need ς as 
the number of deaths increases, there is a looming avalanche of need 
awaiting usΦέ (Professor Keri Thomas, National Clinical Lead for the GSF Centre) 

 
 

Every year, about half a million people die in 
England, equating to 1% of the population. 
Death and dying affects us all and improving 
end of life care is now a national priority. The 
NHS Next Stage Review, the End of Life Care 
Strategy and your local PCT all emphasise that 
supporting people nearing the end of life is just 
as important as promoting good health 
throughout life.  
 
¢ƘŜ 5ŜǇŀǊǘƳŜƴǘ ƻŦ IŜŀƭǘƘΩǎ End of Life Care 
Strategy and Quality Markers have provided 
strategic direction for improving end of life 
care. Other resources such as the Gold 
Standards Framework include evidence-based 
suggestions to help practices give the best care 
to people who are dying and their families. In all 
of these documents, there is an increasing focus 
on the role of primary care in supporting people 
nearing the end of life, so in 2009 the first ever 
snapshot in primary care was undertaken. The 
snapshot was run by Omega, the National 
Association for End of Life Care, working with 
experts from the Gold Standards Framework 
Centre and The Evidence Centre. It was funded 
by the National End of Life Care Programme and 
individual PCTs. 

 

502 of the 874 invited practices took part, using 
the online After Death Analysis tool (ADA) to 
provide feedback about all of the deaths in the 
practice population during February and March 
2009. Practices provided the final information 
retrospectively up until August 2009. 
 
Information is available for an amazing 4487 
people, spread throughout 15 PCT areas and 9 
SHA areas.  
 
The Ψ9ȄŀƳǇƭŜ ŀƴƻƴȅƳƻǳǎ ǇǊŀŎǘƛŎŜΩ contributed 
64 records. The practice that submitted the 
greatest number of records was selected for 
use in this anonymised example. 
 
The small number of records provided by each 
practice means that the percentages and 
comparisons throughout this report are not 
ƴŜŎŜǎǎŀǊƛƭȅ ǊƻōǳǎǘΣ ōǳǘ ǿŜΩǊŜ ǇǊƻǾƛŘƛƴƎ ǘƘƛǎ 
information to show how you compare in 
general terms with other practices that took 
part and to provide top tips to help you think 
ŀōƻǳǘ Ƙƻǿ ȅƻǳΩǊŜ ŎŀǊƛƴƎ ŦƻǊ ǘƘƻǎŜ ƴŜŀǊƛƴƎ ǘƘŜ 
end of life. This also gives you a flavour of what 
can be achieved using a structured tool such as 
ADA. 
 
 
 

All practice teams work hard to care for people at the end of life. All of us could do better.  You can use 
this report to build on your good practice, improve care further, create an action plan, think about 
further training and as part of your appraisal and revalidation process. ²ŜΩǾŜ ǇǊƻǾƛŘŜŘ ŀ ǘŜƳǇƭŀǘŜ ŀǘ ǘƘŜ 
end so you can jot down your notes and actions as you read through each section. 
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Number of practices and records included in the national snapshot 
 

SHA area PCT Invited 
practices 

Participating 
practices 

Proportion 
participating 

Records 
submitted 

East Midlands Lincoln 102 71 70% 868 

East of England Suffolk 68 36 53% 370 

London Sutton and Merton  
Wandsworth 

54 
 

54 

31 
 

35 

57% 
 

65% 

168 
 

163 

North West Salford 54 28 52% 200 

South Central Milton Keynes 
Health 

26 13 50% 117 

South East 
Coast 

Surrey  
West Sussex 

36 
94 

26 
37 

72% 
39% 

204 
403 

South West Bath and NE 
Somerset  
Bournemouth and 
Poole  
Devon 

26 
 

44 
 

108 

21 
 

29 
 

55 

81% 
 

66% 
 

51% 

214 
 

346 
 

543 

West Midlands Heart of 
Birmingham  
Solihull  
Walsall 

74 
 

31 
63 

13 
 

30 
44 

18% 
 

97% 
70% 

48 
 

237 
233 

Yorkshire  & 
Humber 

Wakefield 40 33 83% 373 

Total  874 502 57% 4487 
 
bƻǘŜΥ ǘƘŜ ΨǇǊƻǇƻǊǘƛƻƴ ǇŀǊǘƛŎƛǇŀǘƛƴƎΩ ŎƻƭǳƳƴ ǎƘƻǿǎ the proportion of all invited practices that submitted one or more records. 

 
 

 
In total, 57% of practices that were invited 
chose to take part. Information about the total 
number of deaths in participating areas is not 
available but based on information provided by 
PCTs and national averages it is estimated that 
about half of all deaths in participating areas 
were included in the snapshot. 
 

52% of the 4487 records received were for 
women who died between February and March 
2009, 81% were White and the age at death 
ranged from 0 to 106 years (average 79 years). 
This is likely to broadly represent the 
demographics of people dying in February and 
March 2009 throughout England, though the 
snapshot did not aim to be representative. 
 
The snapshot included all deaths, whether they 
were sudden or expected. 51% died in hospital, 
20% died at home, 18% died in care homes and 
6% in hospices.  

 

Who took part? 
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The most commonly recorded causes of death 
were cancer, infection and unknown causes. 
Even so, only one quarter were recorded as 
dying from cancer related complications. This is 
important because it demonstrates that the 
national snapshot includes a wide range of both 
cancer and non cancer related deaths. The table 
ōŜƭƻǿ ǎƘƻǿǎ ǇŜƻǇƭŜΩǎ ǇǊƛƳŀǊȅ ŘƛŀƎƴƻǎƛǎΦ 
 
 
 
 

Primary diagnosis of people included  
 

Diagnoses % 

Lung cancer 6 
Upper GI cancer 4 
Colorectal cancer  3 
Breast cancer  2 
Haematological cancer  2 
Prostate cancer 2 
Gynaecological cancer  1 
All other cancer 6 

Total cancer diagnoses 26 

Heart failure 10 
COPD or benign respiratory cause 7 
CǊŀƛƭǘȅ ƻǊ ΨƻƭŘ ŀƎŜΩ 7 
Stroke 6 
Dementia 5 
End stage renal failure 2 
Multiple morbidities 2 
tŀǊƪƛƴǎƻƴΩǎ ŘƛǎŜŀǎŜ 1 
Other neurological disorders 1 
Other diagnosis not listed 15 
None (no diagnosis or illness) 3 
Not known 15 

Total non cancer diagnoses 74 

 
 
 
 
 
 
 
 

 
 
 
 
 
All the feedback collected during the snapshot 
as well as research evidence suggests that 
practices are doing a great job of supporting 
people nearing the end of life ς and want to do 
even better.  
 
Research evidence and the national End of Life 
Care Strategy suggests there are several key 
areas where primary care teams can most 
enhance end of life care: 
 
 

 
 
²ŜΩǾŜ ǳǎŜŘ ǘƘŜǎŜ ƪŜȅ ŦŜŀǘǳǊŜǎ ǘƻ ƻǊƎŀƴƛǎŜ ǘƘŜ 
information you provided for the national 
snapshot overleaf. We have not summarised 
ǘƘŜ ΨŘŜƭƛǾŜǊȅ ƻŦ ƘƛƎƘ ǉǳŀƭƛǘȅ ǎŜǊǾƛŎŜǎΩ ŀǎǇŜŎǘ 
(which focuses on use of other community 
services and hospital admissions) because the 
numbers per practice are too small to be 
meaningful. 

 

Identify

ωidentifying and including the right people on the 
ǇǊŀŎǘƛŎŜΩǎ ǇŀƭƭƛŀǘƛǾŜ ŎŀǊŜ ǊŜƎƛǎǘŜǊ

Assess

ωhaving difficult conversations with people and their 
families so we know their wishes and preferences

Plan

ωplanning together as a team to provide co-
ordinated care 

Deliver
ωdelivering high quality services in all locations

Manage

ωmanaging the final days sensitively and 
appropriately

Support

ωsupporting people at the end of life and their 
families and carers
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The first step in providing high quality end of life care is to identify people who may be in the last 6-12 
months of life.  The Quality and Outcomes Framework (QOF) and the Gold Standards Framework both 
encourage practices to create a palliative care register and 99.8% of practices now claim QOF points for 
having a register.  This is great news because people on a register often receive more proactive care 
planning and support, and have better outcomes. But it can be difficult to identify everyone nearing the 
end of life at the best time to optimise their care. LǘΩǎ ƛƳǇƻǊǘŀƴǘ ǘƻ ǘƘƛƴƪ ŀōƻǳǘ ǿƘŜǘƘŜǊ ǿŜΩǊŜ ǇǳǘǘƛƴƎ 
people on the register appropriately. 
  
 
 
 
 
 
 
The proportion of deaths the example practice submitted to the snapshot that were on a register is 27%.  
Overall, 27% of all deaths submitted by practices taking part in the snapshot were on a register.  
 

Average from all in snapshot       Regional comparisons (%) 

 
 
 
5ƻƴΩǘ ōŜ ŀŦǊŀƛŘ ǘƻ ŀŘŘ ƳƻǊŜ ƴŀƳŜǎ ǘƻ ȅƻǳǊ ǊŜƎƛǎǘŜǊΦ You can prioritise people according to need (final 
days, final weeks, final months, final year) to make sure ǘƘƛǎ ŘƻŜǎƴΩǘ make the group size unmanageable 
and then focus on those with the most immediate needs (see www.goldstandardsframework.nhs.uk for 
examples). ¢ƘŜ DƻƭŘ {ǘŀƴŘŀǊŘǎ CǊŀƳŜǿƻǊƪΩǎ tǊƻƎƴƻǎǘƛŎ LƴŘƛŎŀǘƻǊ DǳƛŘŀƴŎŜ ǿŀǎ ŘŜǾŜƭƻǇŜŘ ǘƻ ǎǳǇǇƻǊǘ 
the introduction of QOF palliative care points. This tool helps you identify which people might be in the 
final 6-12 months of life and should be included on the register. 
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LŘŜƴǘƛŦȅΥ ǿƘƻΩǎ ƻƴ your register? 


