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Patient and Carer Tool - Frequently Asked Questions (FAQs)

This is a working document developed to support organisations and stakeholders ahead of the release of NACEL data into the public
domain in August 2026. The FAQ has been created to provide guidance and answer common questions relating to the data release and
associated Patient and Carer Tool. Content will be reviewed and updated regularly as further information becomes available.

If you have any questions about the tool or require additional support, please contact the NACEL Support Team

nhsbn.nacelsupport@nhs.net

Section | Title Text and resources

1 What is the The NACEL Patient and Carer Tool was published in 2025 to make the audit’s findings accessible to patients,
Patient and carers and anyone interested in end-of-life care in hospitals at a regional or national level, this was Phase 1.
Carer Tool? This toolis now in development to allow the public view data for individual hospitals; this is Phase 2.

Data for England, Wales and Jersey is included within the Patient and Carer Tool, supporting transparency
and quality improvement across nations. You can find out more about the Phase 2 development of the
NACEL Patient and Carer Tool here.

The 5 metrics included in the tool are:

No. KeyIndicator

1 Proportion of patient clinical notes with documented evidence that the patient participated in personalised care
and support planning conversations

Proportion of patient clinical notes with documented evidence of an assessment of the
2 spiritual/religious/cultural needs of those important to the patient (or where not possible, a reason was
recorded)



mailto:nhsbn.nacelsupport@nhs.net
https://www.nacel.nhs.uk/patients-and-carers-data
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2026/Report%20on%20the%20Development%20of%20the%20NACEL%20Patient%20and%20Carer%20Public%20Facing%20Tool_Final_v1.pdf
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3 Proportion of bereaved people that report the dying person was given enough pain relief

Proportion of bereaved people that rated the overall care and support given to themselves and others by the
hospital as excellent or good

Proportion of hospital/sites with face-to-face specialist palliative care service (doctor and/or nurse) available 8
hours a day, 7 days a week

An example view of the upcoming Patient and Carer Tool can be found here.

How do | see my
hospitals data
prior to the
launch?

Prior to the data being public in August 2026, you can view your hospital's data via the Data and Improvement
Tool. If you do not have an account, you will need to register, and the site Administrator (Project Lead) will
have the capability to accept/deny your request. Patient and Carer Tool data is found on the NACEL
Dashboard tab under the January 2025 — December 2025 sub-tab and January 2024 — December 2024 sub-
tab. Data from both years will be visible on the Patient and Carer Tool in August 2026.

You may wish to think about how you make the data accessible and visible within your organisation ahead of
time.

For example:

Option 1
You can share a screen shot of the data table, or

Option 2
Copy and paste the data in the same format as the table into an Excel sheet



https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2026/Dashboard_Phase2_v3.png
https://data.nacel.nhs.uk/projects/
https://data.nacel.nhs.uk/projects/
https://data.nacel.nhs.uk/register/
https://data.nacel.nhs.uk/projects/4/34/dashboard/
https://data.nacel.nhs.uk/projects/4/34/dashboard/
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Step 1: Right click on the ‘Submission (n)’ column, hover cursor over ‘Copy’, and then select ‘Copy selection’

MN/A responses have been excluded from the percentages

Key Indicator Submission Submission Peergroup Peergroup Counfry Country Sample Sample
(m) " B - 3 (%) ) (%)
Copy Copy value
1 Proportion of hospital/sites with face-to-face specialist palliative care service (doctor and/or Show as a table Copy =election 64% 23 64%
nurse) available & hours a day, 7 days a week \Wden column
2 Proportion of bereaved people that report the dying person was given enough pain relief Narrow solumn Fi] T2% 5471 T8% 5,598 T8%
3 Proportion of bereaved people that rated the overall care and support given to themselves and e e wall B7% 5,788 T5% 2.921 75%
others by the hospital as excellent or good
4 Proportion of patient clinical notes with documented evidence that the patient participated in 200 40% 3,505 S0% 18,635 7% 19,454 47%

personalised care and support planning conversations

E] Proportion of patient clinical notes with documented evidence of an assessment of the 201 21% 3,491 3% 18,510 49% 19,353 49%
spirifualfreligious/cultural needs of those important to the patient {or where not possible, a
reason was recorded)

Step 2: Open Excel and paste into any cell. You may now create a table and format it how you wish.

A E C D E F G H I ] K
MNo. Key Indica Submissic Submissic Peer grouj Peer group Country (r Country (% Sample (nSample (%)
1 Proportior 1 0% 32 69% 211 64% 223 64%
2 Proportior 26 62% 645 72% 5,471 78% 5,598 78%
3 Proportior 27 81% 690 67% 0,785 73% 9,921 73%
4 Proportior 200 A40% 3,505 50% 18,635 47% 19,484 47%
9 Proportior 201 21% 3,491 35% 18,510 49% 19,353 49%

What should |
doin
preparation of
publicationin
August?

To prepare for publication in August:
e Ensure your hospital board, communications team and patient/carer experience teams are aware of
the date for release of your hospital level data.
e Ensure you are familiar with your Organisational data or organisation's findings in the Data and
Improvement Tool.



https://data.nacel.nhs.uk/
https://data.nacel.nhs.uk/
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o Thelanuary-December 2025 dashboard has a ‘Patient and Carer Tool’ tab which displays
hospitals’ results for the 5 metrics at a regional level. The same is done for 2024.

o Share your local NACEL data with governance structures /Board
Discuss the Patient and Carer Tool with the board and executives responsible for PEOLC in the
hospital as well as at meetings you feel relevant e.g. ICB or Health Boards and Trusts (Wales) level
meetings, End of Life Care groups.
Think about how you might want to share information with frontline staff who may encounter
questions about the information in the tool (see section 5).
Think about your local strategy/plan about sharing information publicly such as whether you want to
do this proactively or reactively.
Share your quality improvement plans relating to end of life care with your ICB/Health Board and
Trusts as per NACEL 2024 National Recommendation 1.

o Forsupport with Ql-The NACEL QI webpages can be found here.
Register to attend the next Ql webinar on improving patient and carer experience on 18" June and
upcoming NACEL drop-in sessions on the 2" June and 21 July 2026 which will focus on the Patient
and Carer Tool. Register here.

What should |
do about my
data?

Now that you have access to your data and have reviewed it:

Work with your organisation

Share your local NACEL data with governance structures /Board

Discuss the Patient and Carer Tool with the board and executives responsible for PEOLC in the
hospital as well as at meetings you feel relevant e.g. ICB or Health Boards and Trusts (Wales) level
meetings, End of Life Care groups.

Share your quality improvement plans relating to end of life care with your ICB/Health Board and
Trusts as per NACEL 2024 National Recommendation 1.



https://data.nacel.nhs.uk/projects/4/34/dashboard/
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2024/NACEL%202024%20recommendations-line%20of%20sight%20table.pdf
http://www.nacel.nhs.uk/qi-about
http://www.nacel.nhs.uk/events/
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2024/NACEL%202024%20recommendations-line%20of%20sight%20table.pdf
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o Forsupport with Ql-The NACEL QI webpages can be found here.

Accessing resources and support from the NACEL Team

e Register to attend the next Ql webinar on improving patient and carer experience on 18" June and
upcoming NACEL drop-in sessions on the 2" June and 215 July 2026 which will focus on the Patient
and Carer Tool. Register here.

e To access Ql resources and templates, please find the documents on the NACEL portal.

o Toview examples of innovation and improvement shared by hospitals through NACEL, please check
out case studies in the Good Practice Compendium.

e Anemail template to send to staff with resources for responding to questions about the Patient and
Carer Tool is available here.

5 How should | e ltis helpful to decide whether you wish to email staff ahead of the launch or when the tool launches,
communicate or both. Consider preparing a local document with your results and relevant resources. An email
with staff about template that can be used as a template to send to your staff is available here.
the patient and e Anexample support sheet for healthcare professionals to help patients, carers and bereaved people
carer tool? understand nationally available data on the quality of care at the end of life is available here. Please

edit as you wish.

6 How should | e Anexample support sheet for healthcare professionals to help patients, carers and bereaved people
manage patient understand nationally available data on the quality of care at the end of life is available here.
and carer e Toview information and resources to provide support alongside the tool, you may find this document
feedback? here.

7 What should | Organisations whose data may be seen negatively should prepare for publication in August:
do if my data e Ensure your hospital board, communications team and patient/carer experience teams are aware of

looks bad? the date for release of your hospital level data.



http://www.nacel.nhs.uk/qi-about
http://www.nacel.nhs.uk/events/
https://www.nacel.nhs.uk/qi-documents
https://www.nacel.nhs.uk/good-practice-compendium
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2026/Patient%20&%20Carer%20Tool%20Email%20Template_Final.docx
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2026/Patient%20&%20Carer%20Tool%20Email%20Template_Final.docx
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2026/NACEL%20Public%20Facing%20Tool%20Support%20-%20for%20healthcare%20staff_Final.docx
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2026/NACEL%20Public%20Facing%20Tool%20Support%20-%20for%20healthcare%20staff_Final.docx
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2026/Information%20and%20resources%20for%20public%20facing%20tool_Final.docx
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e Ensure you are familiar with your Organisational data or organisation's findings in the Data and
Improvement Tool.
o Thelanuary-December 2025 dashboard has a ‘Patient and Carer Tool’ tab which displays

hospitals’ results for the 5 metrics at a regional level. The same is true of 2024.

e Share your local NACEL data with governance structures / Board as soon as itis published.

e Discuss the Patient and Carer Tool with the board and executives responsible for PEOLC in the
hospital as well as at meetings you feel relevant e.g. ICB or Health Boards and Trusts (Wales) level
meetings, End of Life Care groups.

e Share your quality improvement plans relating to end of life care with your ICB/Health Board and
Trusts as per NACEL 2024 National Recommendation 1.

o Forsupport with Ql-The NACEL QI webpages can be found here.

e Register to attend the next Ql webinar on improving patient and carer experience on 18" June and
upcoming NACEL drop-in sessions on the 2" June and 21 July 2026 which will focus on the Patient
and Carer Tool. Register here.

What should |
do if my data
looks good?

Organisations should still consider that experiences from patients and families may not aligh with the
data, so you should still prepare for publication:
e Ensure your hospital board, communications team and patient/carer experience teams are aware of

the date for release of your hospital level data.
e Ensure you are familiar with your Organisational data or organisation's findings in the Data and
Improvement Tool.
o Thelanuary-December 2025 dashboard has a ‘Patient and Carer Tool’ tab which displays
hospitals’ results for the 5 metrics at a regional level.
e Share your local NACEL data with governance structures / Board as soon as itis published.



https://data.nacel.nhs.uk/
https://data.nacel.nhs.uk/
https://data.nacel.nhs.uk/projects/4/34/dashboard/
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2024/NACEL%202024%20recommendations-line%20of%20sight%20table.pdf
http://www.nacel.nhs.uk/qi-about
http://www.nacel.nhs.uk/events/
https://data.nacel.nhs.uk/
https://data.nacel.nhs.uk/
https://data.nacel.nhs.uk/projects/4/34/dashboard/
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e Discuss the Patient and Carer Tool with the board and executives responsible for PEOLC in the
hospital as well as at meetings you feel relevant e.g. ICB or Health Boards and Trusts (Wales) level
meetings, End of Life Care groups.

e Share your quality improvement plans relating to end of life care with your ICB/Health Board and
Trusts as per NACEL 2024 National Recommendation 1.

o Forsupport with Ql-The NACEL QI webpages can be found here.

e Register to attend the next Ql webinar on improving patient and carer experience on 18" June and
upcoming NACEL drop-in sessions on the 2" June and 215 July 2026 which will focus on the Patient
and Carer Tool. Register here.

9 How should | The data will be available publicly and updated annually in August. This will happen automatically following
share the data | submission of your NACEL data for the previous year.
with patients Patient and carer involvement is essential to improve care. Think about whether you want to proactively
and carers. share the information on the tool or only respond if questions are asked.

For consideration:
- Do you have resources that you can share with patients and carers if they are worried about an issue
highlighted on the tool?
- Ensure that any patient experience team or similar is aware of the tool, and check whether they can
offer any help



https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2024/NACEL%202024%20recommendations-line%20of%20sight%20table.pdf
http://www.nacel.nhs.uk/qi-about
http://www.nacel.nhs.uk/events/

