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Background
EARLY is a clinical search tool that has been developed to identify patients from 
General Practice (GP) who are likely to be in the last year of life and have palliative and 
end of life care needs. The tool can be imported and run in the two most common GP 
electronic systems (EMIS and SystemOne). 

The results created from the EARLY tool require a process of clinical validation to 
ensure the right level of support is directed to the patinet.

Early identification of people in the last year of 
life is recommended  in the ‘Palliative and End of 
Life Care Handbook for Integrated Care Boards’ 
(ICB’s) 2022 The principle underpinning earlier 
identification of people in the last year of life is 
to ensure timely conversations about holistic 
needs and that people’s planned and delivered 
care is focused around what matters most to 
them. This is also in line with the  values of the 
‘Greater Manchester Commitments to Palliative 
Care Individuals Approaching the Last Year of 
Life’ (Commitment 1,  Identify). 

Greater Manchester and Eastern Cheshire 
(GMEC) Strategic Clinical Networks (SCN) had 
previously supported earlier phases of this 
project, and took the opportunity to further 
support practices by funding  expert GP 
Facilitation to practices who were using (or 
wished to use) the EARLY tool. 

The GP Facilitators delivered a package of 
support to implement the EARLY search 
tool which included access to live webinars 
on using and installing the electronic tool, 
clinical validation, advance care planning 
(ACP) and personalised care conversations. 
Further rersources were provided to support 
sharing information electronically using an 
electronic palliative care coordination system 
(EPaCCS). It was hoped the webinars and 
direct GP Facilitation would embed the EARLY 
identification process into daily practice in a 
realistic and sustainable fashion. 
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The Covid-19 pandemic has raised public awareness 
of advance care planning and demonstrated 
to clinicians the value of future care planning 
discussions. 

The pandemic changed ‘business as usual’, therefore 
presenting an excellent opportunity for practices 
to review and address how they engage patients in 
advance care planning discussions.

This report is in relation to is Greater Manchester’s 
phase 2 roll out having previously worked with 6 
Primary Care Networks (PCNs) piloting the EARLY 
Tool as a part of the North West programme. Phase 
2 rolled out across GMEC between September 2021 
and March 2022. It was seen as a palliative and end 
of life care Quality Improvement (QI) opportunity 
for practices within Primary Care Networks across 
GMEC.

To recruit GP Practices to the EARLY identification 
project, correspondence was sent via the Greater 
Manchester Health and Social Care Partnership, 
Primary Care team to PCNs. The correspondence 
described the project and input practices would 
receive and requested expressions of interest from 
the PCN Director. A selection panel met to decide 
the successful PCNs. This selection was based upon 
the quality of application the PCN submitted and the 
demographics of the area it represents. This ensured 
that the project could validate the tool across 
different patient populations.

The project team worked with the selected 
surgeries between September 2021 and March 
2022. Each surgery was asked to nominate a lead 
GP; this created a clear contact within the practice, 
improving communication throughout the project.

A 5 Step Approach

EARLY Identification Process

Identification Clinical 
Validation

Personalised 
Care & Support 
Planning (ACP)

Sharing 
Information 

(EPaCCS)

Revisiting and 
Reviewing

* Personalised Care and Support Planning is an umbrella term and one of the elements which sits underneath it is Advance 
Care Planning (ACP).

Identification – run the search tool1

2 Clinical Review

4 Sharing Information (EPaCCS)

5 Review and Revisiting

3 Personalised Care and Support Planning (*ACP)
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Delivery Of The Programme
Successful PCNs were introduced to the EARLY tool and supported to 
implement it for their patients throughout the project. This offer of support 
comprised a series of live webinars, designed and delivered by the expert GP 
Facilitators provided by GMEC Strategic Clinical Network. The Facilitators 
were GPs, who have a special interest in palliative care as well as in-depth 
knowledge of both the EARLY search tool and the EARLY identification project. 

The GP Facilitators also provided responsive ongoing 
support to the practices throughout their journey 
on the EARLY identification project. Whilst this 
support was initially planned up to the end of March, 
it was extended in line with the rest of the project 
following pauses in the roll out to allow surgeries 
to concentrate resources on Covid booster vaccine 
provision over the winter period. 

Enrolled clinicians also had access to various 
resources via the NHS Futures Collaboration 
Platform, including access to recordings of the 
webinars, links to help with clinical validation of the 
EARLY search tool results, an electronic palliative 
care co-ordination system (EPaCCS) /Greater 
Manchester Care Record tutorial and resources to 
support ACP conversations. These were signposted 
during the webinars and follow up correspondence, 
and access remains open following the conclusion of 
the current phase of the project.

The series of webinars for clinicians involved in 
EARLY identification project:

�  Introduction to EARLY

�  Principles of Validation

�  Advance Care Planning

� Do not attempt cardiopulmonary resuscitation 
(DNACPR) and Shared Decision Making

� Personalised Care Conversation
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GP Facilitator Support
GMEC SCN invested NHS England funding on  three EARLY GP Facilitators who in total 
provided 2-4 sessions per week for the duration of the project’ The GP Facilitators had 
access to supervision with the GMEC Palliative and End of Life Primary Care Clinical 
Lead and met regularly with the programme team. Their roles included, but were not 
limited to:

� Researching material to write, design and deliver 
the webinars listed above. Each webinar lasted 
30-60 minutes which included a question and 
answer session. The  webinars were delivered live 
twice to each of the three cohorts of practices 
enrolled on the project. Each webinar was also 
recorded and uploaded to the NHS Futures 
Platform.

� Providing flexible, responsive support to enrolled 
practices. This was largely guided by the 
individual practice and tailored to their needs. 
Examples of support offered or provided include:

� Meeting (face to face or virtually) with lead 
clinicians from each practice or PCN to assist 
in running the Early tool or clinically validating 
the list of people with potential palliative care 
needs, generated by the search tool.

� Attending (face to face or virtually) the 
practice palliative care/educational meetings 
to further explain the project to wider practice 
staff to motivate and increase engagement 
with the EARLY tool.

� Providing one to one training on aspects of 
advance care planning discussions to GP’s, 
nurses, or allied health professionals to support 
confidence with starting or other elements of the 
discussion.

� Attending on a joint home visit to start the 
process of ACP discussion with a patient 
identified by the EARLY tool.

� Providing technical support and troubleshooting 
for the EARLY tool or liaising with IT support 
where this was not possible.

� Development of an evaluation method and 
process by producing the initial and final data 
collection sheets. This monitored and assessed 
the effectiveness of the EARLY tool and project 
and helped to identify areas for improvement in 
design and implementation.

� Meeting regularly with project leads to ensure 
smooth roll out and day to day running of the 
project.

Quantity and intensity of GP Facilitator support 
varied widely depending on the number/size of 
practices/PCNs involved in the project, and the level 
of palliative care resource already available to them. 
However, based on experience from Phase 1 of this 
roll out, 2-4 sessions per week of GP Facilitator time 
was adequate. Maximum effectiveness is achieved 
if this time can be allocated as flexibly as possible 
to accommodate the schedules of the enrolled 
practices and their clinical staff.
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Geographical
The project worked with 10 PCNs from across Greater Manchester:

� The Denton, Audenshaw and Droylsden PCN

� Oldham West PCN (Milltown Alliance) 

� TABA Wigan PCN

� Horizons PCN

� Prestwich PCN

� Tame Valley PCN

� Victoria PCN

� North Trafford PCN

� Wythenshawe PCN

� Miles Platting, Moston and Newton Heath PCN

Results 
Though not every practice in each PCN participated, 49 practices expressed an 
interest in being involved in the EARLY project. 26 practices engaged either in joining/ 
watching the webinars and completing the data sheets. 15 practices submitted  
initial data request of the project  and 8 practices submitted exit data requests of  
the project. 
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Qualitative Results  
taken from submitted projcet data,  
pre running of the EARLY tool (initial data) 

15 GP practices involved in the project submitted initial data sheets, which focused on 
those identified with palliative and end of life care needs in the practice at the start of 
the EARLY Project. 

All practices involved in phase 2 of the EARLY 
identification project used the EMIS electronic notes 
system. 

The practices varied in size from a maximum 
practice list size of 14,141 patients to the smallest 
practice list size of 3200 patients. This variation was 
also reflected in the number of patients identified as 
having palliative and end of life care needs within the 
practices, with one practice having a maximum of 88 
patients and one practice a minimum of 2 patients.  

The initial data showed a roughly equal split between 
the percentage of patients with a cancer diagnosis 
(51%) and the percentage of patients with a non-
cancer diagnosis (49%) identified as having palliative 
and end of life care needs. 

Advance Care Planning was also variable between 
practices for patients identified as having palliative 
and end of life care needs – with one practice having 
64% of their patients identified as having palliative 
and end of life care needs with an ACP to one 
practice having 0% (the average was 18% of patients 
identified as having palliative and end of life care 
needs had an ACP).  

One practice commented on the initial data sheet 
that they were unsure where to find the data 
regarding ACP.  

One practice had one patient with an Electronic 
Palliative Care Co-ordination System (EPaCCS) 
record. There were comments regarding EPaCCS 
such as “Not sure how to find this out”, “No log in” 
and “Not sure if I have this data.” 
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Practice Examples: Initial Data

List size 5928, had a total of 88 patients 
identified as having palliative and end of 
life care needs (1.48% of their practice 
population) with a split of 42% cancer 
diagnosis and 58% non-cancer diagnosis. 
Before running the EARLY tool Practice D had 
7% of patients identified as having palliative 
and end of life care needs with an ACP.

List size 3565, had a total of 14 patients 
identified as having palliative and end of 
life care needs (0.39% of their practice 
population) with a split of 79% non-cancer 
diagnosis and 21% cancer diagnosis. Before 
running the EARLY tool Practice A had 64% 
of patients identified as having palliative 
and end of life care needs with an ACP.  

List size 8667, had a total of 32 patients 
identified as having palliative and end of 
life care needs (0.37% of their practice 
population) with a split of 41% cancer 
diagnosis and 59% non-cancer diagnosis. 
Before running the EARLY tool Practice B 
had no patients with an ACP. 

List size 3200, had a total of 2 patients 
identified as having palliative and end of 
life care needs (0.06% of their practice 
population) with a split of 50% cancer 
diagnosis and 50% non-cancer diagnosis. 
Before running the EARLY tool Practice C 
had no patients with an ACP. 

Practice A

Practice B

Practice C

Practice D
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Quantitative data  
taken from submitted project data, post 
running of the EARLY tool (exit data) 

8 GP practices involved in the project submitted exit data sheets at the end of the 
EARLY project. 

2 of these practices were omitted from the 
quantitative data due to incomplete data sheets but 
were included in qualitative data. 

The number of patients the EARLY tool identified 
ranged from 17 patients in one practice to 270 
patients in another. The average number of patients 
identified across the 6 practices was 109 patients. 

Clinical validation of the patients identified by the 

EARLY tool was variable with the number of patients 
felt appropriate to offer ACP after clinical validation 
ranging from 7% to 100% of the patients identified.  

Out of the patients the EARLY tool identified 20% of 
patients had a cancer diagnosis and 80% of patients 
identified had a non-cancer diagnosis. Frailty and 
dementia being the most common non-cancer 
diagnosis. 

Graph 1 - EARLY identification cancer vs non cancer conditions pre  
 (initial data) project

Number and percentage identified 
with cancer disgnosis

Number and percentage identified 
with non cancer disgnosis

205
(49.52%)

209
(50.48%)
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Graph 3 - EARLY identified non cancer conditions split

Graph 2 - EARLY identification cancer vs non cancer conditions post  
 (exit data) project

Other included pulmonary 
fibrosis, CKD, liver disease, 
CLD and heart failure. Although 
some practices did not define 
other.  

Number and percentage identified with 
cancer disgnosis

Number and percentage identified with 
non cancer disgnosis

231  
(23%)

785 
(77%)

195
(25%)

439
(56%)

145  
(19%)

COPD

Frailty and 
dementia

Other
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* Graph 4 shows 5 out of the 6 practices that provided pre and post validated data.  
One practice had not finished validating the results of the EARLY tool at the final data collection point. 

0.00%

0.50%

Practice C

Graph 4 - Percentage of patients (of the practice population) identified as   
 having palliative and end of life care needs pre (initial data) and   
 post (exit data) project

Practice E Practice F

1.00%

1.50%

2.00%

Practice G Practice H

Pre Post

An example of the data: Practice H

Has a practice population size of 6441 patients. Prior to 
introducing the EARLY tool this practice had 47 patients 
identified as having palliative and end of life care needs. 
After running the electronic EARLY tool in EMIS,  the tool 
identified 69 patients from their practice (not counting 
those already identified by practice staff). The GP and 
primary care team were then supported with conducting 
a process of clinical validation which includes a MDT 
discussion using the GP and primary care knowledge 
of the patient, disease process (where possible) and 
the Gold Standards Framework (GSF) surprise question 
‘Would you be surprised if this person died in the next 12 
months’ The final validated number of people for practice 
H identified by the EARLY tool with palliative and end of 
life care needs is 59 patients giving a total of 106 patients 
in the practice who have palliative and end of life care 
needs. This now allows the practice to begin the process 
of advance care planning (ACP)  and shared decision 
making with the identified patients, using a personalised 
care conversational approach.  
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Out of the 6 practices who completed the final 
data sheets, 3 practices were able to offer ACP to 
patients identified by the EARLY toolkit. 3 practices 
did not offer any ACP. 

Practice C offered 2 patients ACP out of 2 that 
were identified and validated, (100% of validated 
patients with palliative and end of life care needs 
were offered ACP). Prior to the EARLY project this 
practice did not have any patients with an ACP.

Practice E offered 11 patients ACP out of 105 that 
were identified by the EARLY tool and validated, 
(10% of validated patients with palliative and end of 
life care needs were offered ACP)

Practice F offered 3 patients ACP out of 5 that were 
identified by the EARLY tool and validated, (60% of 
validated patients with palliative and end of life care 
needs were offered ACP)

A total of 16 ACPs were offered to patients identified 
by the EARLY tool. There were no EPaCCS records 
created during the project timescale.  

0

2

4

6

8

10

12

Practice C Practice E Practice F

Graph 5 - Patients identified as having palliative and end of life care need   
 after running the EARLY tool who were offered and accepted the   
 opportunity to develop an ACP
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“Advance Care Planning (ACP) is a 
voluntary process of person-centred 
discussion between an individual 
and their care providers about their 
preferences and priorities for their 
future care. These are likely to involve 
a number of conversations over time 
and with whoever the person wishes to 
involve. When advance care planning 
is done well, people feel they have 
had the opportunity to plan for their 
future care. They feel more confident 
that their care and treatment will be 
focused on what matters most to them 
in a personalised, holistic way and 
helps them to live as well as possible”.

Universal Principles for Advance Care 
Planning (2022)

Advance Care Planning 
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EARLY Project Qualitative Data 
(post project)  

Reasons Advance Care Planning not offered:

4 Practices commented that they are still working through EARLY tool results, either validating or 
considering offering ACPs. Reasons for this centred around other day to day workload from GPs. Some felt 
they did not have the time to commit to either doing the work or training/supervising others to complete it. 
Some felt the volume of additional work created by the validated EARLY tool was too high. It was also noted 
that projects that are financially incentivised for the Practice/PCN were prioritised.

2 Practices commented that they felt ACP was not appropriate to discuss at the time, but flags put on 
these patient notes to consider in the future.

Reasons EPaCCs not offered:

2 Practices do not use EPaCCs locally yet.

4 Practices commented on the theme of not having the time or resource to do so. It was noted more than 
once that EPaCCs can be quite a labour intensive document to initiate and complete. Depending on area, 
different localities also have similar shared records already in place and felt EPaCCS would be a duplication.

Examples of other progress made with those identified by EARLY 
and validated:

4 Practices commented that alerts had been added to the patient’s notes.

Following this, individual practices planned to discuss patients at regular palliative care meetings, 
highlighted patients to care coordinators, and one practice assigned patients identified and validated from 
the EARLY tool to GP trainees to have regular reviews every 2-3 months.

1 practice had already developed a comprehensive cancer & palliative care template as part of a pilot 
project with MacMillan 2 years ago, which enables full recording of holistic needs assessments, as well 
as documentation of personalised care and support plans, and is accessible to read by any agency with 
access into the GP record.
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How it has changed practice:

3 practices admitted that it had not changed practice especially. In 2 of these practices, it was because the 
practices in question were already proactive in identifying patients approaching the last year of their life, 
and at having ACP conversations pre-emptively. For one practice, it was simply that they have not yet had 
chance to validate the patients identified from the EARLY tool.

For 3 other practices who felt practice had changed as a result of EARLY, they cited a variety of ways in 
which this was the case. The importance of accurate SNOMED coding was noted, as was widening the 
thought process to non-cancer diagnoses when thinking about palliative care in a proactive sense. The 
way in which patients were identified for the palliative and end of life care multidisciplinary Gold Standards 
Framework (GSF) meetings was adapted as a result of the EARLY project. 

Another practice felt the resources given to them by being part of the EARLY project were useful, especially 
in a training context. Even where practice had changed however, the workload was again mentioned, as was 
the fact that the data produced by the EARLY tool can appear initially quite overwhelming.

Any other comments:

Only 2 practices left additional comments. One recognised that the EARLY tool was useful, but that the 
timing of this particular phase of the project was compromised by the additional work of, for example, the 
Covid-19 vaccination programme, as well as staff sickness. Another surgery reiterated the point that the raw 
and validated number of patients identified by the tool can be somewhat overawing, and whilst recognising 
the ‘idea is to find as many people as possible that might benefit from an ACP’, made the interesting 
suggestion that ‘if it could be refined at all to somehow stratify that risk, such that a practice might 
approach the top 10% first, then the next 10%, and so on, then it might have felt a more achievable goal?’
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Conclusion   
There was good engagement from practices who attended the webinars. None of the 
practices engaged with GP Facilitators for joint visits or to attend their palliative and 
end of life care meetings despite this being offered. A number of practices did request 
additional meetings to the webinars to talk through the EARLY project further. 

The EARLY project took place during the Covid-19 
pandemic with some aspects of the project being 
delayed taking into consideration a peak in Covid-19 
cases regionally. It is clear from the qualitative 
results that this did impact on the workload for 
practices and the time they could commit to the 
EARLY project and the capacity to take the next 
steps and offer ACP conversations. 

This may also explain whilst the return of initial data 
sheets was only 58% of the practices engaging in 
the project and for the final data sheets only 31%. 

There is a variation in clinical validation between 
practices of the patients identified by the EARLY tool. 
Practices did comment that the number of patinets 
identified by the EARLY tool was overwhelming 
or of a high volume. This does require some 
support to establish if it is an educational need, a 
technical coding issue or generally a practice with a 
demographic which would identify a higher number 
of people with palliative and end of life care needs. 

A positive drawn from the project was that the 
EARLY tool identified more non-cancer than cancer 
patients. Historically identification of people 
with palliative and end of life care needs has 
been weighted to those with a cancer diagnosis 
therefore the introduction of tools such as the North 
West Model for Life Limiting Conditions and local 
education is having a positive impact. 

The results did highlight that no EPaCCS records 
were created during the project. This is thought to 
be due to the limitation of time the practice had 
available during the pandemic and also the variation 
of EPaCCS systems across GMEC.  

It is recognised that the differing demographics 
of practices nationally will influence how many 
patients are in the last 12 months of life and therefore 
may have palliative and end of life care needs. It is 
beneficial for patients that practices simply look 
towards increasing the number of patients identified 
with palliative and end of life care needs (rather than 
working towards a specific target) to enable support 
in the last year of life. 

The results do show that the EARLY project did 
increase the number of patients identified with 
palliative and end of life care needs to the practice’s 
and did increase the percentage of patients with an 
ACP. 

The qualitative data does highlight other ways in 
which the EARLY project helped change practice – 
such as adding alerts to notes, accurate SNOMED 
coding on notes, discussing patients at regular 
palliative care meetings, highlighting patients to 
care coordinators or GP trainees for regular support, 
and increasing the awareness of non-cancer 
patients being identified to be discussed as part of 
the Multidisciploinary team meetings.
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Eight Key Recommendations    

Flexible 1:1 support and virtual delivery of training was accepted more than the offer of joint home 
visits or input to practice palliative care meetings therefore further roll outs should consider this 
in the package of support offered. 

Whilst it was positive to see a fairly even split between the identification of people with palliative 
and end of life care needs with a cancer and non-cancer diagnosis further work is needed to 
analyse disease specific identification and support offered. This work also needs to address the 
inequality groups identified in specialist palliative care.

The EARLY identification tool would benefit from a system endorsement  in recognition of the 
cost saving of inappropriate hospital admissions at the end of life, supporting patient’s choice 
and wishes by an increasing uptake of the EARLY identification tool. 

The project highlighted the variation of clinical validation and ACP between practices – It is 
recommended an educational and supportive approach to clinical validation and ACP is needed. 

A focused supported project approach did increase the identification of patients with palliative 
and end of life care needs and the implementation of the advance care planning process 
therefore a recommendation would be for a future focus to be maintained on using the EARLY 
tool and process. 

The use of EPaCCS needs to be increased across GMEC to support people with palliative and end 
of life care needs. Greater Manchester are currently implementing the Greater Manchester Care 
Record and GPs should be supported with a single sign on to this system to increase the use of 
EPaCCS on the GMCR. Cheshire East PCN’S should link with the Merseyside ICB digital agenda. 

Primary Care Networks may wish to review resources to support bigger practices or practices 
with an older population that will potentially generate a higher number of patients with palliative 
and end of life care needs. 

Workload was highlighted as a main blocker for advancing with validation, ACP or EPaCCS. 
Consideration needs to be given to supporting resource or use of clinical supporting roles in 
the Primary Care Network in using the EARLY identification tool and supporting patients with 
palliative and end of life care needs. 
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