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Should you have any queries about completing any element of NACEL, 

please contact the NHS Benchmarking Network on 0161 266 2214 or e-

mail the NACEL Support Team on nhsbn.nacelsupport@nhs.net 

The Helpline is available from Monday – Friday from 9.00 am – 5.00 pm.  

mailto:nhsbn.nacelsupport@nhs.net
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NATIONAL AUDIT OF CARE AT THE END OF LIFE (NACEL) 2019 

GUIDANCE NOTES FOR ALL PARTICIPATING ORGANISATIONS  

1. Introduction  

This document is intended to provide guidance on each aspect of NACEL for all participating 

organisations.  

You can find out more about the scope, timescales and information governance guidance for 

the audit, along with key resources and documents via the NACEL resources webpage.  

Please note where the term ‘nominated person’ is used, this refers to carer, relative, next of 

kin or person close to the patient.  

2. NACEL participation 

The National Audit of Care at the End of Life 2019 is open to all acute and community 

organisations who provide inpatient services in the second round. Mental health 

organisations are not included in the audit scope for this round. However, they will 

participate in NACEL Year 3. 

3. Registration  

To register for NACEL please log in to the members’ area. 

Organisations will be asked to provide 3 key roles for the audit; 

• Project Lead: This is overall lead for the audit and the main contact throughout. The 

project lead has full access to all the elements of the audit and can assign submissions, 

submission leads, and deputy project leads at any stage of data collection. The project 

lead is responsible for the overall coordination of the audit within their organisation. 

 

• Deputy Project Lead: Deputy project leads will have the same access to the data 

collection pages as the project lead, however, will not be the audit’s main point of 

contact. 

 

• Submission Lead: The submission lead is the lead for the submission and data entry 

itself. Each submission can have their own submission lead. Any validation queries will 

be sent to both the project lead and submission lead. 

During registration organisations will be asked to provide details about the number of 

submissions they wish to make. Organisations can choose to provide one submission for 

their Trust/HB as a total or a submission per hospital/site. For any assistance with 

registration please contact the NACEL support team on 0161 266 2214. 

 

 

 

 

 

 

https://www.nhsbenchmarking.nhs.uk/nacel-resources
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4. Data collection 

Data collection opens 3rd June 2019 until 11th October 2019. NACEL data collection is split 

into three elements;  

• Organisational Level Audit – Hospital/Site overview 

• Case Note Review (including an audit summary) 

• Quality Survey 

To access the audit data collection pages log into the members’ area and select the ‘Data 

Collection’ tab next to NACEL on the home page. 

 

 

 

 

 

 

If you need assistance with log-in details, please contact NACEL support on 

nhsbn.nacelsupport@nhs.net. 

To navigate between submissions please use the submission drop down at the top of the 

‘Project Overview’ page 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://www.nhsbenchmarking.nhs.uk/
mailto:nhsbn.nacelsupport@nhs.net
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Step 1: Organisational Level Audit 

The Organisational Level Audit will be completed once per submission. This will focus on the 

service models and specialist palliative care workforce within the hospital/site. 

To access the Organisational Level Audit questions, select the blue Hospital/Site Collection 

tab. To download a copy of the data specification, select the ‘Download Data Specification’ 

tab. This is to enable you to source the required data, before inputting this to the online 

pages. 

 

 

 

 

 

 

 

To navigate the questions within the Hospital/Site data collection pages use the section 

headings on the left hand of the page. Once data has been entered select save before 

selecting a new section or leaving the page. Please note: If you navigate away from the 

page without saving, the data will be lost and will need to be resubmitted. Definitional 

guidance can be found next to relevant questions by selecting the question mark logo to the 

right of the answer box. 
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Step 2: Case Note Review 

The Case Note Review is a patient level data collection focusing on recognition of death and 

individualised plan of care. Each submission will complete a Case Note for up to 40 deaths. 

The NACEL Quality Survey will no longer be linked to the case note review as in the first 

round of the audit. 

Inclusion criteria: 

• Adult (18+) only deaths  

• Acute sites – audit up to a maximum of 20 consecutive deaths occurring between 1st 

April 2019 and 14th April 2019, and up to a maximum of 20 consecutive deaths from 

1st May 2019 – 14th May 2019 

• Community sites – audit up to a maximum of 40 consecutive deaths occurring 

between 1st April 2019 – 31st May 2019. 

• Category 1 death: It was recognised that the patient may die - it had been recognised 

by the hospital staff that the patient may die imminently (i.e. within hours or days). 

Life sustaining treatments may still be being offered in parallel to end of life care. 

• Category 2 death: The patient was not expected to die - imminent death was not 

recognised or expected by the hospital staff. However, the patient may have had a 

life limiting condition or, for example, be frail, so that whilst death wasn't recognised 

as being imminent, hospital staff were "not surprised" that the patient died. 

Exclusion criteria: 

• Deaths which occurred in A&E 

• Deaths which occurred within 4 hours of admission 

• Deaths due to a life-threatening acute condition caused by a sudden catastrophic 

event, with a full escalation of treatment plan in place. 

To complete the Case Note Review, each patient must be assigned a ‘case code’ to submit 

their data under, this is to ensure no patient identifiable data is submitted. To do this select 

‘Add Case Note’, or alternatively add 10 by selecting ‘Add 10 Case Notes’. We ask that all 

submissions keep an internal log of the case code assigned to each patient. This will enable 

submissions to keep track of the patients and their Case Note Review data. Submissions 

can extract a copy of the full list of case codes by clicking the ‘Download Case Codes’ tab. 

Please note: Under no circumstances should this information be shared outside of your 

organisation. To download a copy of the data specification or the definition of deaths for the 

Case Note Review, please select the relevant tab. 
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Once each case code has been added, you will be able to assign a reviewer, by including their 

initials in the ‘Reviewer Initials’ column. The status of each Case Note Review will be included 

in the ‘Status’ column, this will allow each submission to track which case codes, are ‘Not 

started’, ‘In progress’ and ‘Complete’. To mark a Case Note Review as ‘Complete’, select the 

green tick to right of the status. To access the Case Note Review questions for each case 

code select ‘Open’ to the right of the selected case code. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

To navigate the questions within the Case Note Review data collection pages use the 

section headings on the left hand of the page. Once data has been entered select save 

before selecting a new section or leaving the page. Please note: If you navigate away from 

the page without saving, the data will be lost and will need to be resubmitted. Definitional 

guidance can be found next to relevant questions by selecting the question mark logo to the 

right of the answer box. 
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Step 3: Quality Survey 

The Quality Survey is a questionnaire that will be sent to the ‘nominated person’ of deaths 

which occurred between 1st April 2019 – 31st May 2019. The NACEL Quality Survey will no 

longer be linked to the case note review as in the first round of the audit. We ask that the 

letters for deaths which occurred in April 2019 are sent in June 2019, and the letters for 

deaths which occurred in May 2019 are sent in July 2019. 

The only deaths to be excluded from this element of the audit are;  

• Deaths of patients aged under 18 

• Deaths which occurred in A&E 

• Deaths which occurred within 4 hours of admission 

Each submission will be given access to a ‘Quality Survey Letter Generator’, which will 

generate the letters identified for the chosen submission.  

To access the generator, select the ‘Download’ button. Full instructions on how to use the 

letter generator can be found on the first tab of the downloaded tool. Please follow the Steps 

in order. Please note: You will need to save the ‘Quality Survey Letter Generator’ locally, as 

this document will be used through the data collection process. Do not share this document 

outside of your organisation.  

 

 

 

 

 

 

Step 4: Audit Summary 

The final stage of data collection is the Audit Summary. This is a brief summary of the 

deaths occurring within your organisation during the audit criteria period. To access the Audit 

Summary questions, select the ‘Audit Summary Collection’ tab. 

 

 

 

 

 

The elements of the audit each organisation is required to complete and the timescales for 

this are dependent on the type of organisation registered. 
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5. Finalising data collection and next steps  

 

Once you have completed all the data collection elements for NACEL, you can lock the 

submission. This will mean all the data submitted will be read-only and no one can add, edit 

or delete any data whilst locked. Submissions can be locked and unlocked as many times as 

necessary during data collection.  

 

 
 

On the data collection deadline (11th October), all data collection pages will be locked, and 

the data saved within these will be automatically submitted for analysis. At this point you will 

not be able to access the data collection pages to add, edit or delete the data submitted. 

 

A period of validation will take place during October 2019 until November 2019, during this 

time you may be contacted by the audit team regarding any outlying data. You will receive a 

draft toolkit to analyse your position in November and can use this to highlight any changes 

you wish to make to your data. You can contact the audit team throughout the validation 

period to amend to your submitted data.  

 

Bespoke dashboards are due to be published January 2020, with the national report to 

follow. 
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