
End of Life Care Co-ordination 
Summary of Record Keeping Guidance

National Information Standard ISB 1580

March 2012



End of Life Care Co-ordination Record Keeping Guidance

2



End of Life Care Co-ordination Record Keeping Guidance

Improving the recording and communication of people’s wishes and 
preferences for their end of life care

The General Medical Council defines people ‘approaching the end of life’ as those likely to die within the 
next 12 months. These individuals need a combination of health and social care services often provided by a 
wide range of professionals. 

People’s preferences for end of life care should be recorded in a consistent way to support communication 
between professional teams. This will improve the co-ordination and quality of care and enable more people 
to die in the place of their choosing. 
 
A national information standard has been developed by the National End of Life Care Programme and the 
Department of Health to support the recording and communication of people’s end of life care choices 
and preferences. The standard, End of Life Care Co-ordination: core content, identifies key information that 
should be held and provides structures and definitions for consistency and reliability. 
 
The development and use of Electronic Palliative Care Co-ordination Systems (EPaCCS), formerly known as 
locality registers, was a key element of the Department of Health’s 2008 End of Life Care Strategy. Their 
use has also been referenced and endorsed in the NICE Quality Standard for end of life care for adults and 
the Quality, Innovation, Productivity and Prevention end of life care workstream.

The standard was developed to support EPaCCS, although it is also relevant for paper-based co-ordination 
systems. It is based on the results of eight pilot sites across England, the findings of which were reported by 
Ipsos MORI (End of Life Locality Registers evaluation: final report, June 2011). 

Record keeping practice principles
Discussions with people at the end of life about their preferences and choices are extremely sensitive. The 
process of planning for end of life care is often an ongoing dialogue with a person and those close to them 
about how to meet their current needs with general care planning and needs that can be anticipated in the 
future.

General record keeping principles apply, as stipulated by the:
n General Medical Council (2006)
n Nursing and Midwifery Council (2010)
n Health Professions Council (2008)
n Academy of Medical Royal Colleges (2008).

This includes all entries and amendments being dated and timed, confidentiality, accuracy and timeliness of 
content. It must also be clear who made or amended any entry. 
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Advance decision documentation

Advance care planning is a voluntary process of discussion and review. Where people have made decisions 
about their future wishes and choices the appropriate advance decision documents can be completed. These 
include:
n An advance decision to refuse treatment (ADRT)
n Do not attempt cardio-pulmonary resuscitation decisions (DNACPR)
n Appointing a Lasting Power of Attorney
n Advance statements.

It is recommended that completion and changes to the ADRT and DNACPR fields are restricted to, or 
reviewed by, one named professional responsible clinician e.g. a person’s GP. 

Advance decision documents may accompany the co-ordination record and need to be accessible (with 
the person’s permission) to those who may need to act on them. There should be locally agreed policies 
about where care planning documentation is kept and appropriate systems in place to enable sharing 
24/7 between health and social care professionals. It is recommended that a hard copy of the original 
documentation remain with the person. 

Mental capacity and ‘best interests’ decisions

A person may lack capacity to make decisions or to consent to the provision of care and treatment. In such 
circumstances their ‘best interests’ should be determined by following the process defined in the Mental 
Capacity Act (2005) Code of Practice which requires that all relevant circumstances are taken into account.

The ‘decision-maker’ is usually the person responsible for the individual’s care at that time. This can be 
a relative or partner, but is often a health or social care professional. If a person lacks mental capacity, a 
clinician or social worker is allowed to act in their best interests and add their information to EPaCCS. This 
should be in consultation with carers, relatives, any deputy or attorney, and others close to the individual.
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Information governance

Not everyone will want to be included on an EPaCCS and people are free to withhold consent. Staff must 
exercise judgment on whether it is appropriate or timely to initiate these discussions and must always act in 
the person’s best interests. 

Separate explicit consent for creation of the record and for sharing information is required. Consent involves 
a person being fully informed about:
n Why information needs to be shared
n What information will be shared
n Who will see their information
n What will be done with the information 
n Any implications of sharing information and of non-disclosure on their care and treatment. 

Health records contain confidential and personal information. It is essential that all staff with access to the 
records have a full understanding of the information governance requirements to maintain security and 
protection of personal information held about individuals. 

Staff have a responsibility for accuracy of the record and depending on their administration rights will be 
responsible for updating or amending the record or for notifying the GP or key worker when changes need 
to be made. They are responsible for the security of personal information.
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1 Record creation* and amendment* 
dates 

2 Planned review date*

3 Person’s details
Name* (including preferred name)
Date of birth*
Address* (usual residence)
NHS number
Telephone contact details
Gender (self-declared)
Need for interpreter
Preferred spoken language
Disability*

4 Main informal carer
Name
Telephone number
Are they aware of the person’s prognosis?

5 GP details
Name of usual GP*
Practice name, address, telephone and fax 
numbers*

6 Key worker
Name
Telephone number

7 Formal carers involved in care
Name
Professional group
Telephone number

8 Medical details
Primary end of life care diagnosis*
Other relevant end of life care diagnoses 
and clinical problems
Allergies or adverse drug reactions*

9 Just in case box / anticipatory 
medicines
Whether they have been prescribed
Location of anticipatory medicines

10 End of life care tools in use
Name of tools e.g. Gold Standards 
Framework, Liverpool Care Pathway (or 
other integrated care pathway), Preferred 
Priorities for Care 

11 Advance statement 
Requests or preferences that have been 
stated

12 Preferred place of death
1st and 2nd choices

13 Do not attempt cardiopulmonary 
resuscitation (DNACPR) 
Whether a decision has been made, the 
decision, date of decision, date for review 
and location of documentation

14 Person has made an advance decision 
to refuse treatment (ADRT)
Whether a decision has been made and 
the location of the documentation

15 Lasting Power of Attorney (LPA) for 
personal welfare? 
•	without authority to make life-sustaining 

decisions
•	with	authority	to	make	life-sustaining	

decisions
Name and contact details of LPA

16 Names and contact details of others 
(1 and 2) that the person wants to be 
involved in decisions about their care

17 Other relevant issues or preferences 
around provision of care?

Core content for end of life care co-ordination:  
Summary of data items

* Completion of these items is mandatory.
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Disclaimer 

This publication contains information, advice and guidance to support health and social care staff. It is 
intended for use within England. The information has been compiled by the National End of Life Care 
Programme in consultation with professional bodies and experts in the field. 

Whilst every effort has been made to ensure the guidance provides accurate and expert information and 
guidance, we cannot guarantee its correctness and completeness. We do not accept responsibility for any 
loss, damage or expense resulting from the use of this information.

Further information

This publication is intended as a brief summary of the End of Life Care Co-ordination Record Keeping 
Guidance. Full documentation including the standard specification can be found on both the National End 
of Life Care Programme and the Information Standards Board websites:

n www.endoflifecareforadults.nhs.uk

n www.isb.nhs.uk/library/standard/236 

Staff working with people at the end of life should refer to the full guidance and to the extensive resources 
available to support clinical practice, advance decision making and end of life care service provision.

http://www.endoflifecareforadults.nhs.uk
http://www.isb.nhs.uk/library/standard/236
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