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Executive Summary

This project set out to review how the series of publications and supporting tools, resource guides and 
frameworks developed and supported by the National End of Life Care Programme (NEoLCP) have been 
utilised across four disease specific pathways. 

The disease specific pathways to be included in the review are:

l	 Heart Failure

l	 Advanced Kidney Disease

l	 Dementia

l	 Long term neurological conditions

The project methodology comprised two stages: a web-based survey and follow up in depth telephone 
interviews.

The web-based survey was widely circulated through existing networks and leads, and was advertised in the 
National End of Life Care Programme (NEoLCP) newsletter. A total of 104 separate completed surveys were 
received.

Of the total respondents 28 had received the heart failure framework; 24 respondents had received the 
advanced kidney disease framework; 35 respondents had received the dementia framework; and 12 had 
received the long term neurological conditions framework.

Fourteen (14) individuals indicated in the final section of the web-based survey that they would be happy 
to be contacted. All 14 were emailed after the close of the survey and six responded with five confirming 
that they would be willing to participate. Interviews were undertaken with four of the respondents and one 
response was received by email.

The purpose of the telephone interviews was to specifically explore and identify areas of innovation and 
impact within clinical practice. Some of the respondents felt it that as their role was no longer within clinical 
practice that they could not cover the questions that were going to be covered in the interviews.

Responses from participants indicated that the majority of people found the frameworks and related 
publications very useful or useful. The majority felt that the guides had improved quality in their 
organisations. Responses to the question asking about if the guides had contributed to productivity reflected 
the fact that there had been insufficient time since the publications have been in use to evaluate this field.

Examples of how the guides and resources have been used in practice were wide-ranging and included 
bench-marking, education, care planning, and care co-ordination. The advance care planning supporting 
information was highlighted as being particularly useful.
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Key highlights included: the trajectory information and prognostic indicators within the heart failure 
framework which was particularly helpful in identifying when people were nearing the end of life; the cause 
for concern registers highlighted within the advanced kidney care framework; why end of life care matters 
and defining end of life within the dementia framework; and generally that there is a specific framework 
document for people with long-term neurological conditions.

The project has identified five recommendations:

1. The format of the framework documents should not be changed. They are structured in a way that 
people like. The language is clear and level of information is appropriate and easy to follow. Consideration 
should be given as to whether the guides should be available as hard copy which people could order.

2. The resources available to support the guides are being accessed and are generally found to be helpful. 

3. The NEoLCP should consider how to promote greater use of the available e-learning resources which 
are inaccessible to some staff groups and more generally how to enhance the skills of staff across care 
pathways, including specialist staff working in single disease specific areas as well as staff that work across 
disease areas.

4. In light of a lack of data about economic impact (which it is perceived to be too early to identify) 
the NEoLCP should consider follow up work after a period of time for implementation. It is further 
recommended that this should be targeted work perhaps using the network of facilitators rather than 
using a survey approach.

5. The NEoLCP should consider different ways of supporting GPs and their role in end of life care across care 
pathways.
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Background

This project set out to review how the Route to Success series of publications and supporting tools, resource 
guides and frameworks developed and supported by the National End of Life Care Programme (NEoLCP) 
have been utilised within four disease specific areas. 

A work programme has been developed by the NEoLCP, which aims to look at work already undertaken 
and evaluate the impact this work has made across clinical pathways and care settings to support 
the implementation of the End of Life Care Strategy (DH, 2008). This project forms part of that work 
programme.

The four disease specific areas included in the review are:

l	 Heart Failure

l	 Advanced Kidney Disease

l	 Dementia

l	 Long term neurological conditions.

The large majority of deaths are associated with long term conditions such as heart disease, cancer, stroke, 
chronic respiratory disease, neurological disease or dementia. 

The project recognised that providing information alone is not however sufficient to bring about sustainable 
change. The four disease specific frameworks which are the focus of this project aim to promote proactive 
planning early in the care pathway with a view to supporting individuals to live as well as possible by 
optimising care before they die – including avoiding unnecessary admissions to hospital. Measuring and 
evaluating the impact of support available is a key to sustainability. It is important that those involved in 
supportive activities are able to identify the difference that their work has made to the quality of care which 
people receive at the end of life, and demonstrate this to funders and other stakeholders.

The Route to Success publications

The NEoLCP have developed a series of the Route to Success publications which cover co-produced 
frameworks for implementation relating to specific diseases which will be present at the end of life; care 
settings where end of life care takes place; publications which relate to professional roles; and other specific 
documents, one about quality in care environments and the other about Learning Disabilities. 

An evaluation of the National End of Life Care Programme the 
Route to Success Resources, related Tools and Frameworks 
covering four disease specific areas: heart failure; advanced 
kidney disease; dementia; and long term neurological conditions
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The publications follow a similar format and style and they have been published on a regular basis since June 
2010. They are available on the NEoLCP website (see www.endoflifecareforadults.nhs.uk). Alongside 
the main the Route to Success series of guides on the website, there are additional resources which remind 
those accessing the guides and frameworks about the wider range of tools and resources available to them. 
Some of the Route to Success pages on the website also contain external links to other organisations’ 
websites, where further tools and resources are available.

As previously stated, this report relates to four of the co-produced frameworks for implementation relating 
to specific diseases present at the end of life. These are:

l	 Heart failure

l	 Advanced kidney disease

l	 Dementia

l	 Long term neurological conditions

Project Aims

The project was initiated in January 2012. The project aims were to:

1. Evaluate how the series of publications and supporting tools, resource guides and frameworks have been 
utilised to support the four specified pathways at the end of life.

2. Identify which resources have had the greatest impact in changing practice (including economic impact) 
across the four specified pathways.

3. Identify the benefits of resources to patients and carers.

4. Evaluate how the resources have contributed to the QIPP agenda across the four specified pathways.

5. Evidence how resources have been used to support commissioning across the four specified pathways.

6. Identify why resources have not been utilised across the four specified pathways.

7. To make recommendations for changes that could be made to make resources more appropriate across 
the four specified pathways.

Project Methodology

In order to achieve the aims of the project a two stage methodology was undertaken which involved:

l	 The development and implementation of a web-based survey

l	 Follow up semi-structured interviews

http://www.endoflifecareforadults.nhs.uk
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Development and implementation of the web-based survey
The development of the web-based survey was undertaken by:

1. Agreeing the broad outline of the key approaches to the evaluation with the NEoLCP team.

2. Carrying out a mapping exercise to identify the various tools, resource guides and frameworks developed 
and available on the NEoLCP website and agreeing which would be included with the NEoLCP team.

3. Developing the survey evaluative tool and testing this with professionals involved with people at the end-
of-life across the four care pathways.

The survey was launched on 13.03.12 and was closed on 17.05.12. The survey was contained within an 
email as a ‘click-on’ web-link and sent to an initial list generated through contacts and clinical leads. A 
reminder was sent out during the time that the survey was open.

The specific care pathways that respondent’s work contributes to are included below1:

Follow up interviews
The web based survey included a question which asked respondents to indicate if they would be willing 
to participate in a follow up telephone interview. Fourteen (14) individuals indicated that they would be 
happy to be contacted. All 14 were emailed after the close of the survey and six people responded with 
five confirming that they would be willing to participate. Interviews were undertaken with four of the 
respondents and one replied by email and one was not able to take part.

Further attempts were made to contact eight of those who had volunteered to be interviewed in their 
response to the survey but had not responded to the subsequent email but these none resulted in any 
further interviews. 

The purpose of the telephone interviews was to specifically explore and identify areas of innovation and 
impact within clinical practice. Some of the respondents felt it that as their role was no longer within clinical 
practice that they could not cover the questions that were going to be covered in the interviews.

Care setting No.

Heart failure 54

Advanced kidney disease 39

Dementia 49

Long term neurological conditions 33

Other 35

TOTAL 210

1 A number of respondents worked across care pathways
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Results

The results from the web-based survey and follow up interviews are reported below. This section is divided 
into six parts: we report first on the responses relating to the roles of the respondents and how they had 
heard about the publications; then we report on those responses relating to each of the disease specific 
areas in turn.
 
The format of reporting the results follows the chronology of the questions within the web-based survey. 
Information from the follow up interviews is added when it is pertinent to the discussion.

The reported results are based on 104 completed questionnaires. There were a number of partially 
completed questionnaires. These have not been included in the quantitative analysis but individual 
comments have been added into the verbatim responses where appropriate.

Results: General questions

Question 1: What is your professional role?

Role No. Role No.

Practice educator/teacher/educator/trainer 17 Lead nurse/nurse manager/manager 1

Clinical nurse specialist 14 Paramedic/service improvement 
facilitator

1

End of Life Care facilitator 12 Speech and language therapist 1

Medical consultant 9 Care home facilitator 1

Nurse 7 Support worker for carers 1

Community matron/Modern matron 4 Volunteer 1

Network manager 4 Clinical academic 1

End of Life Care Lead 3 Physician 1

Network Director 3 Business manager 1

Social worker 3 Public Health Manager 1

Service improvement/development manager 3 Policy and Parliamentary Affairs lead 1

Nurse consultant 2 Palliative care (unspecified) 1

Director/Assistant Director 2 Team manager 1

GP 2 Project manager 1

GSF facilitator 2 No response 2

End of Life Care co-ordinator 1 TOTAL 104
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Question 2: 

Which of the disease specific care pathway(s) does your work contribute to?

Pathway No.

Heart failure 54

Advanced kidney disease 39

Dementia 49

Long term neurological conditions 33

Total 175

One pathway only 55

Two pathways 3

Three pathways 3

Four pathways 26

No response 17

Total 104

Other No.

All/any illness/end of life care 23

Cancer 5

Haematological cancer 1

COPD 1

Bowel disease, Liver Disease Critical Care Trauma, Gynaecological 1

Pain management 1

Liverpool Care Pathway 1

MND, MS, COPD, learning disability 1

Stroke 1

Total 35

Thirty five respondents replied that their work contributed to other pathways in addition to the four 
specified. They were asked to specify which.



10

Question 3: How did you become aware of the Route to Success series?

Pathway No.

EoLC programme/website 17

Facilitators network group/network groups/ networking 12

Internet searches 12

Colleagues 11

Emailed newsletter 9

Email from the NEoLCP team 4

NHS Institute 4

Through job role 4

Involved in development 3

General reading 3

Kidney care 2

Through this survey 1

IHM 1

NCPC 1

Kidney Care 1

Nursing Press 1

Can’t remember 2

Other 4

No response 6

*Some respondents became aware of the publications through more than one channel.
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Results: Heart failure
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How useful overall was ‘End of life care in heart failure:  
A framework for implementation’?

Question 4: Did you receive a copy of ‘End of life care in heart failure: A 
framework for implementation’?
Responses received were:
26 = No
28 = Yes

Question 5: Did you read ‘End of life care in heart failure: A framework for 
implementation’?
Responses received were:
24 = No
4 = Yes

Question 6: How useful overall was ‘End of life care in heart failure:  
A framework for implementation’?
Using a four-point scale where 1 = very useful, 2 = useful, 3 = partly useful, 4 = not useful at all, please 
mark the box that most reflects your experience.
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Question 7: Please add any comments about the overall usefulness 
including the ways in which you have used it

“As part of academic programmes and applying principles into practice”

“As the lead for the North West Heart Failure Nurse Forum - I disseminated its publication to the 
North West Heart Failure Nurse Forum and provided copies at the last educational event”

 “I work closely with the CHD team and shared this copy with the team to highlight the need for 
discussion of End of life care wishes, which the team had never seen as their role”

“Informed events/conferences and sharing good practice”

“It allows a framework/tool to follow and opportunity for discussion in Multi-Disciplinary Team and 
our End of Life meetings”

“It covers the pathway very well but also keeps it simple”

“It really gave me a better understanding of End of Life care in heart failure”

“To prompt structured conversation with Palliative Care colleagues to extend service”

“Used as a resource during preparation for teaching. Used information to trigger conversations with 
GPs re inclusion of patients onto GSF register”

“Used in initiating discussions with End of Life teams and looking at the needs of the patients 
group”

“Used to support business case”

“Very good for those who are not normally involved in heart failure. Good at giving an overview of 
the issues” 

“Useful to use when talking with commissioners”

“Very helpful for my role as I train on the local End of Life Care Pathway for all diagnoses”

“We have been running an NHS West Midlands funded project providing education opportunities in 
end of life care for heart failure and the framework has provided us with a really useful foundation 
for this work”

“Within the area we undertook a project for heart failure EOL, the specialist nursing staff 
understand and are tackling the issues and this document just formalised their own thoughts which 
was very useful to reference, however, it doesn’t tackle the issue of getting GPs to recognise and 
class patients as EOL and hence put them on an EOL pathway. The Gold Standard Framework and 
multi-disciplinary teams around EOL planning is the key to this work stream”
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Question 8: The sections of the guide - this question asks about the 
usefulness of the individual sections of ‘End of life care in heart failure:  
A framework for implementation’?
How useful were the following sections – using a four-point scale where 1 = very useful, 2 = useful,  
3 = partly useful, 4 = not useful at all, please mark the box that most reflects your experience.

8.1 Introduction, the burden of heart failure, the heart failure disease trajectory
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How useful was the ‘Introduction, the burden of heart failure, 
the heart failure disease trajectory‘ section?

How useful was the ‘Care planning’ section?

8.2 Advance Care Planning
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How useful was the ‘Multidisciplinary working’ section?

How useful was the ‘What is the end of life care in heart 
failure?’ section?

8.3 Multidisciplinary working

8.4 What is end of life care in heart failure?
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8.5 - 8.9 The end of life care pathway: Steps 1-6

8.10 Appendix:End of life care in heart failure

8.12 Appendix:Common disease trajectories in heart failure

8.11 Appendix:Features of a commissioning framework

l	 Discussions as the end of life approaches

l	 Assessment, care planning and review

l	 Coordination of care

l	 Delivering of high quality services

l	 Care in the last days of life

l	 Care after death

Partly useful – 3 respondents
Useful – 9 respondents
Very useful – 11 respondents

Partly useful – 4 respondents
Useful – 5 respondents
Very useful – 14 respondents

Not at all useful – 1 respondent
Partly useful – 2 respondents
Useful – 9 respondents
Very useful – 11 respondents
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Question 9: Please add any comments about the usefulness of the specific 
sections of the document ‘End of life care in heart failure: A framework 
for implementation’

Question 10: Thinking about ‘End of life care in heart failure: A framework 
for implementation’ please describe briefly in the space below examples 
of what you do differently as a result of reading the publication and why 
you have changed practice. Please include any work in progress.

“Advance care planning is often not done at the right time with heart failure patients. This 
document helps with this process”

“Appendix with graphic representation of trajectory”

“All excellent”

“Nice and clear, helpful recap /relates to End of Life Care pathway but disease specific”

“Implementation plan gives direction and guidance for teams”

“Particularly useful, understanding what the criteria is for ‘end of life’ in heart failure, also enables 
framework to have difficult/sensitive discussions with both patient and family and to feel confident 
in answering their questions and co-ordinating that care”

“It was very good to help End of Life teams understand how heart failure patients differ from other 
patients and how, more importantly, they are the same”

“The diagrams clearly explain the difficulty with HF end of life because of its trajectory”

“Each section is a good reference for business cases etc”

“End stage disease recognition”

“The diagrams of the disease trajectory are great - I have used them in teaching sessions”

“The document was well received by Heart Failure Nurse Specialists”

“Have advance discussions and plan earlier to prepare and improve management for patient 
towards the end of life and prevent unwanted admissions to hospital”

“Joint working with cardiac specialist and palliative care team. When to start advance care planning”

“It has been a subject for conversation in creating closer working links with heart failure services”

“Use in training-recommend, advice other staff of availability”

“The Coronary Heart Disease team now have end of life wishes conversation with their patients if 
the patient has asked, where before they would have passed the conversation over to someone”

“Feeds into our Heart Failure group at the Hospice to improve care of such patients”

“Increasingly alert to prognostic indicators. More confident communicating with patients/families”

“End of Life in heart failure project is being spread across our network”

“I feel more confident in co-ordinating end of life care and working with different disciplines in 
response to this”

“Some hospices are now offering breathlessness clinics to include HF patients. All now take HF 
patients. End of Life teams in the community are aware of the uncertain prognosis and will make 
contact with the patient and then step back until needed”
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“It would give me a better idea about what multi-disciplinary working means in real terms and 
what types of organisations (other than palliative care) would need to be involved”

“Good working relations between palliative and heart failure nursing teams is essential, however, 
we had already come to this conclusion before the document came out”

“I think it is a little too prescriptive about multidisciplinary working, there will be different models 
depending on access to services, palliative care, heart failure nurses, etc”

“Advance planning”

“I now think about end of life care sooner in the disease process and begin discussions with the 
patients and their family earlier. I also encourage my team to do the same”

“Nothing as I am heavily involved in End of Life care locally and with the NCPC (member of their 
Heart Failure Advisory Group)”

“The section around trajectory and the diagram is used also and it demonstrates visually how 
difficult it is to predict the pathway for heart failure patients”

“N/A - not in clinical practice myself but in the process of evaluating the education events that were 
delivered around the West Midlands in the summer of 2011 to see if they have had an impact on 
clinical practice”

“My role is non clinical – I have promoted this document at Heart Failure education sessions and 
End of Life Events”

“Able to stay at home if wanted at end of life and provide support throughout that period for the 
patient and carer”

“A better level of care”

“More seamless care”

“Conversation with a team that they had come to know well and trusted to be open with”

“A consistent approach to their End of Life care needs”

“Earlier identification of palliative care needs”

“Improved communication, improved quality of life”

“More prompt diagnosis and less delay in ‘end of life care’”

“More HF patients are able to access both hospice care and care in the community, when needed”

“The types of interface between different services at different points of the end of life trajectory is 
moving beyond notifying each other of what is happening to more joint working”

“Heart failure nursing teams are much happier to refer to the local Hospice now”

“This work all still feels in its infancy, we very much rely on key individuals to deal with this care 
rather than very complex systems”

“More end of life tools”

Question 11: Thinking about ‘End of life care in heart failure: A framework 
for implementation’ and things that you do differently, please describe 
briefly in the space below what differences service users in your care 
setting might have experienced.
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“The opportunity to have open discussion about their end of life care whilst they are still well 
enough to do so”

“In reference to my response above, I’m hoping that patient experience will be included in the 
feedback I receive from clinicians who attended the education events in 2011”

“The importance of effective communication to ensure end of life issues are discussed and 
overcoming the reluctance to initiate discussions as prognosis is uncertain”

“Reinforcing the heart failure workforce across the north west the importance and specific issues 
related to heart failure and improving end of life care for this group of patients”

“Based on the education events in 2011, information around disease trajectories and 
communication skills were well received”

“Recognition amongst colleagues of terminal nature of heart failure”

“Allowed Palliative Care teams to understand the complexity of HF patient needs”

“By raising the profile of end of life care”

“Implantable cardioverter defibrillator switch off”

“Partly, the trajectory information is very useful. There was lots of working jointly with palliative 
care at around the same time so it is difficult to know how much the document altered care as lots 
of other stuff was going on”

“I have a better understanding which is important as if has improved the quality of my input when 
this topic has come up at various meetings”

“As we are more knowledgeable and confident in this field now, we hope to use the quality of life 
data to prove results. We are ensuring seamless transition of care into ‘end of life’ phase for patient 
and carers. Improved co-ordination of that care”

“Forms part of the Quality, Innovation, Productivity and Prevention agenda”

Question 12: Thinking about ‘End of life care in heart failure: A framework 
for implementation’ has the publication contributed within your 
organisation to:

Question 12.1: Quality

Question 12.2: If yes please briefly describe how

Has the publication 
contributed within your 
organisation to quality?

14%

86%

Yes

No
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“Principles embedded into local end of life model guidancel”

“Consistency and assessment”

“Hopefully raising awareness and then staff accessing will demonstrate a change”

“Greater integration of services”

“Better understanding of the disease and when to offer palliative care support”

“More planned approach to end of life care”

“Needs anticipated and planned - by ensuring full use of each heart failure review/contact in 
addressing/initiating difficult conversations/ symptom control and other end of life care needs”

“Increase in referrals for support by palliative care specialists”

“I do not have the evidence, but I suspect it has helped reduce admissions at end of life because the 
support is now more available, when wanted, in the community”

“Enables a look at the ways we can provide services with reduced resources”

“More proactive management that can be planned - less fire fighting”

“Improved care”

Question 12.3 Productivity (including any cost savings)?

Question 12.4 If yes please briefly describe how

Has the publication 
contributed within 
your organisation to 
productivity?

37%

63%

Yes

No
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Have you accessed any 
‘related information’ 
which supports ‘End 
of Life Care in heart 
failure: Aframework for 
implementation?

52%

48%

Yes

No

Question 13: Have you accessed any ‘related information’ which support 
‘End of life care in heart failure: A framework for implementation’? 

Respondents who have accessed the related information were asked to consider each of the resources 
and indicate in column 1 if they have used the resource, and using the four point scale where 1 = very 
useful, 2 = useful, 3 = partly useful, 4 = not useful at all, how useful they have found the specific related 
information resource.

Respondents were next asked if there are any other tools or resources that have been particularly useful 
when undertaking work in this area. The Table below provides responses.

Tool Very 
useful

Useful Partly 
useful

Not 
helpful 
at all

NHS Improvement Heart Website 7 3 0 0

More about commissioning: 2 3 1 0

Implantable Cardioverter Defibrillators (ICDs) 6 2 0 0

In patients who are reaching the end of life 4 2 0 0

Heart Failure: a framework for implementation 
e-seminar

3 2 1 0

Resource Useful?

Gold Standards Framework 18

Liverpool Care Pathway 19

Preferred Priorities for Care 19

Advance Care Planning 23

Holistic Needs Assessment: 12

NEoLCP Support and Fact Sheets 11

The Route to Success Series 9

e-ELCA 6

Guidance for Commissioners 12

Other 1
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In summary, ‘‘End of life care in heart failure: A framework for implementation’ has been used for a range of 
planning, workforce and educational purposes as well as informing clinical practice. One of the key strengths 
of the publication is the trajectory information and prognostic indicators and this has been helpful in 
enhancing understanding what the criteria is for ‘end of life’ in heart failure is, in supporting the confidence 
of staff to have end of life conversations and undertaking advance care planning. Evidence from the survey 
further suggests that Hospice staff are more willing to provide services for people in heart failure. This is 
demonstrated in the case study below:

Case Study 1
The framework provides a structure for discussion in Multi Disciplinary Team meetings and our End 
of Life meetings. It is particularly useful in helping our understanding of the criteria for ‘end of life’ 
in heart failure, and also supports us to have difficult/sensitive discussions with both the patient 
and family and to feel confident in answering their questions and co-ordinating their care. We have 
changed the way we ask the patient questions regarding heart failure symptoms to incorporate 
other ‘non specific heart failure’ questions, to enable more control of palliative symptoms. We are 
ensuring an improved, seamless transition of care into the ‘end of life’ phase for patient and carers.

Other advantages of using the framework include more prompt diagnosis and less delay in ‘end of 
life care’ and ensuring that all patients have Preferred Priorities of Care in place. The resources have 
helped to educate the heart failure team and other disciplines that we work with. 

Marj Carey  
Knowsley CVD Team

Liverpool Heart and Chest Hospital

Respondents who have accessed the related information were asked to consider each of the resources 
and indicate in column 1 if they have used the resource, and using the four point scale where 1 = very 
useful, 2 = useful, 3 = partly useful, 4 = not useful at all, how useful they have found the specific related 
information resource.

Use Responses

In teaching/at educational events 4

Updating 2

Used at work regularly 4

Used with patients e.g. PPC/ACP in place 2

Used with GPs 2

Used to provide information on website 1

Ensuring that HF patients get placed on palliative care registers 1

To inform ICD deactivation 1
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Results: Kidney disease

Question 14: Did you receive a copy of ‘ End of life care in advanced 
kidney disease: A framework for implementation’?
Responses received were:
14 = No
24 = Yes

Question 15: Did you read ‘End of life care in advanced kidney disease:  
A framework for implementation’?
Responses received were:
24 = Yes
4 = No

Question 16: How useful overall was ‘End of life care in advanced kidney 
disease: A framework for implementation’?
Using a four-point scale where 1 = very useful, 2 = useful, 3 = partly useful, 4 = not useful at all, please 
mark the box that most reflects your experience.
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Question 17: Please add any comments about the overall usefulness 
including the ways in which you have used it

“Staff and student studies”

“Currently updating our cause for concern register and looking at advance care plans for our 
patients, so very useful from this point of view”

“Simple language, explanations of technical terms for non renal personnel”

“All excellent”

“Planning document in our region; many meetings to aid implementation”

“It is useful to me as a training tool and to embed good practice”

“Acted as a guide for our dept programme “

“Very useful to see how other units developed register”

“Helps to have specific diagnosis related information”

“As a reference guide”

“Used to guide development of cause for concern register and Multi-Disciplinary Team meetings”

“Because it has provided legitimacy and a national platform for renal palliative and end of life 
service development and research”

“Increasing recognition of role of advance care planning and role of local pre-dialysis clinics”

Question 18: The sections of the guide – this question asks about the 
usefulness of the individual sections of ‘End of life care in advanced 
kidney disease: A framework for implementation’?
How useful were the following sections - using a four point scale where 1 = very useful, 2 = useful,  
3 = partly useful, 4 = not useful at all.

18.1: Strategic context

How useful was the ‘Strategic context’ section?
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18.2 Trajectories of decline at the end of life

18.3 End of life care tools

18.4 The End of Life Care Strategy (2008)

How useful was the ‘Trajectories of decline at the end of life’ 
section?

How useful was the ‘End of Life Care tools’ section?

How useful was the ‘End of Life Care Strategy (2008)’ section?
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18.5 Identifying people approaching end of life care

18.6 Care planning 

18.7 Coordination of care

How useful was the ‘Identifying people approaching end of life 
care’ section?

How useful was the ‘Care planning’ section?

How useful was the ‘Care co-ordination’ section?
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18.8 Rapid access to care

18.9 Delivering high quality care in all locations

18.10 Last days of life and care after death

How useful was the ‘Rapid access to care’ section?

How useful was the ‘Delivering high quality of care in all 
locations’ section?

How useful was the ‘Last days of life and care after death’ 
section?
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18.11 Involving and supporting carers

18.12 Models of care

18.13 Education and training and continuous professional development

How useful was the ‘Involving and supporting carers’ section?

How useful was the ‘Models of care’ section?

How useful was the ‘Education and training and continuous 
professional development’ section?
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18.14 Measurement and research

18.15 Strategic commissioning

18.16 Funding: Operating Framework

How useful was the ‘Measurement and research’ section?

How useful was the ‘Strategic commissioning’ section?

How useful was the ‘Funding’ section?
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18.17 Raising the profile

18.17 Making it happen

18.18 Appendix: Stages of kidney disease

18.19 Appendix: Workforce groups levels of skills and knowledge

How useful was the ‘Raising the profile’ section?

How useful was the ‘Making it happen’ section?
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Responses received were:

Not at all useful – 1 respondent
Partly useful – 1 respondents
Useful – 11 respondents
Very useful – 7 respondents

Responses received were:

Partly useful – 2 respondents
Useful – 10 respondents
Very useful – 8 respondents
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Question 19: Please add any comments about the usefulness of the 
specific sections of the document ‘End of life care in advanced kidney 
disease: A framework for implementation’

Question 20: Thinking about ‘End of life care in advanced kidney disease: 
A framework for implementation’ please describe briefly in the space 
below examples of what you do differently as a result of reading the 
publication and why you have changed practice. Please include any work 
in progress.

“To guide and support developments in practice regarding end of life care”

“All useful”

“Commissioning hasn’t happened. Not sustainable without”

“Excellent framework”

“All very helpful as I train health and social care staff of different grades and working in different 
specialism”

“The diagram representing the stages has been useful to help others in the units understand”

“Quickly read this document when I spotted the link and have it saved for future reference but 
admit I’m not as familiar with all the content as with the other documents”

“We have set up a monthly meeting with the palliative care consultant to discuss patients on the 
cause for concern register. To support patients at the end of the life”

“Developing practice in the area of end of life care, to promote and improve advance care planning 
and end of life care for renal patients”

“Creating a cause for concern register”

“Work in progress addressing Advance Care Plan and other end of life care issues. Identifying 
patients with end of life care needs”

“Cause for concern register”

“Used in discussions with renal teams in developing End of Life Pathway work”

“Development of cause for concern register liaison with primary care through shared drive it 
provides me a quality tool to use rather than educating ad hoc”

“Identifying patients deteriorating despite dialysis, cause for concern registers, advance care 
planning”

“Set up working group with palliative care involvement bid for funding for cancer network for 
specialist nurse post to educate staff establish a Preferred Priorities for Care register for all dialysis 
patients” 

“We are working on developing our register and having some formal assessment”

“Development of prognostic indicators, Cause for concern register, raising the profile of end of life 
care particularly across haemodialysis units”
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“I contributed ideas and evidence to help underpin the framework, and was delighted when NHS 
Kidney Care projects were developed from it. We applied and were selected as one of the sites. It 
has therefore made a major difference to our units”

“Reinforced knowledge of stages of disease and appropriate interventions. Increased awareness 
of role of anticipatory care discussions, potentially suitable GSF candidates and work of pre dialysis 
clinics”

Question 21: Thinking about ‘End of life care in advanced kidney disease: 
A framework for implementation’ and things that you do differently, 
please describe briefly in the space below what differences service users 
in your care setting might have experienced. 

“Access to support from the local hospice and advice”

“Improved communication, improved access to supportive care services in some areas”

“Little difference as already established end of life care programme in place”

“None as yet but hopefully we will see an improvement in the communication between all 
members of the Multi-Disciplinary Team and community, primary care services”

“Earlier advance care planning”

“More seamless care”

“Nil as yet, in development”

“Uncoordinated care which is fragmented, lack of advance care planning, missed opportunity of 
support of carers and family members”

“Planned end of life care, culture of talking about death”

“Ensure that I recommend use to others and I have gained specific knowledge that helps me within 
my role. Questions below are difficult to answer-would require some audit -should help improve 
quality but relies upon staff reading/implementing knowledge within practice”

“We do a lot differently (partly due to Framework but more due to NHS Kidney Care project which 
came out of it) – a systematic way to identify patients with advanced renal disease approaching 
end of life, extensive communication skills training, routine measurement of symptoms and quality 
of life, and we are working on embedding the interventions to improve patient outcomes (holistic 
palliative and supportive needs assessment, focused symptom management, care and advance care 
planning, and detailed coordination across settings and providers)”

“Increased opportunities in relation to PPC”
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Question 22: Thinking about ‘End of life care in advanced kidney disease: 
A framework for implementation’ has the publication contributed within 
your organisation to:

Question 22.1: Quality

Question 22.3 Productivity (including any cost savings)?

Question 22.2: If yes please briefly describe how

Has the publication 
contributed within your 
organisation to quality?

Has the publication 
contributed within 
your organisation to 
productivity?

19%

29%

81%

71%

Yes

Yes

No

No

“To support service development, raised awareness across the multi-disciplinary team in relation to 
end of life care issues and tools”

“It has highlighted areas for improvement in the patient care pathway”

“Care more patient focused”

“More seamless care”

“Used to support imbedding end of life tools especially advance care planning”

“Improved service, more patients dying in preferred place of care”

“All deaths are formally audited against best practice; all dialysis staff have received training in end 
of life care subset of staff trained on sage and thyme course”

“Raising awareness and commitment of Multi-Disciplinary Team”

“Care towards end of life has become more patient centred - tailored to needs. Palliative and 
supportive needs have become more high profile, alongside ‘standard’ kidney care”
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Question 22.4 If yes please briefly describe how

“To support the development of an education programme. Promoting advance care planning and 
increasing the use of end of life care tools. Developing a renal supportive care register Improved 
communication”

“Hard to quantify this, but care which is focused more on patient and family needs is likely to result 
in more people receiving care in the way and place they choose - this has to improve productivity. 
We have seen an increase in home deaths, but it is difficult to quantify the extent of this change 
as yet – too many other factors influence place of care and death (other than just kidney care, or 
kidney care changed by the Framework and project)”

Have you accessed any of 
the ‘related information’ 
which supports ‘End of 
life care in advanced 
kidney disease:  
A framework for 
implementation’?

29%

71%
Yes

No

Question 23: Have you accessed any ‘related information’ which 
support ‘End of life care in advanced kidney disease: A framework for 
implementation’?

Respondents who have accessed the related information were asked to consider each of the resources 
and indicate in column 1 if they have used the resource, and using the four point scale where 1 = very 
useful, 2 = useful, 3 = partly useful, 4 = not useful at all, how useful they have found the specific related 
information resource.

Tool Very 
useful

Useful Partly 
useful

Not 
helpful 
at all

NHS kidney care website 6 7 2 0
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Respondents were next asked if there are any other tools or resources that have been particularly useful to 
you when undertaking work in this area?

Respondents were asked to describe how they had used the related information. 

In summary, ‘End of life care in advanced kidney disease: A framework for implementation’ has been 
used to inform clinical practices as well as for a range of planning, workforce and educational purposes. 
Evidence suggests that the framework has provided a systematic way of identifying patients with advanced 
renal disease approaching end of life. This has led to the establishment in a number of areas of a cause for 
concern register and better care co-ordination. Advance care planning is being actively promoted. From the 
survey there is evidence that the profile of end of life care in advanced kidney disease has been raised. This is 
highlighted in the case study on the following page.

Tool Useful?

Gold Standards Framework 19

Liverpool Care Pathway 19

Preferred Priorities for Care 16

Advance Care Planning 19

Holistic Needs Assessment: 14

NEoLCP Support and Fact Sheets 10

The Route to Success Series 12

e-ELCA 8

Guidance for Commissioners 8

Other 3

Use Responses

In teaching/at educational events 5

Updating 2

Used at work regularly 2

Development of the cause for concern register 1

Designing a local advance care plan 1
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It is expected that the profile of end of life care will be further raised by the recent publication of Getting 
it right: end of life in advanced kidney disease (March 2012: published by NHS Kidney Care) which brings 
together the experiences and learning from three project groups that have been working over the last two 
years to implement the framework for end of life care in advanced kidney disease. The document shows how 
to adopt a systematic approach to identifying people with advanced kidney disease nearing the end of life, 
the importance of sensitive conversations and care co-ordination, and the value of education and training. 
These elements all made a tangible difference to patients.

Case study 2: Implementing the framework for Advanced Kidney 
Disease (AKD)
Bradford Teaching Hospitals Foundation Trust has been sponsored by NHS Kidney Care to take 
forward implementation of the framework over a twelve-month period that started in February 
2012.  Robin Jeffrey, Renal Consultant at the Trust, says that the support and links with the Palliative 
Care Team are well established enabling strong partnership working to deliver change such as 
the introduction of an enhanced register (‘cause for concern’ register) for renal patients.  This is a 
shared resource using System One and the Palliative Care Team have created a hub on the system 
with a shared template that can be accessed by both the hospital renal team and local GPs.  This 
enables the hospital team to communicate with the GP through the register when individuals need 
to be placed on the Gold Standards Framework (GSF).

Robin reflects that changes are mainly around culture and attitudes to embed end of life care into 
daily working.  Communication workshops are being provided by the Palliative Care team that 
comprise of a half-day simulation exercise.  Initially this is aimed at consultants but the intention 
is to extend to senior nurses and other staff.  Staff also need to become familiar with the use of 
other end of life tools such as Advance Care Planning (ACP) but the Liverpool Care Pathway (LCP) 
is already used across the Trust with latest figures showing that 53% of patients who died were on 
LCP.

With all the pressures on Foundation Trust resources Robin believes more work needs to be done to 
look at the balance between potential savings around those individuals who are on the conservative 
kidney management pathway and therefore not using the haemodialysis resource, and the costs 
of providing enhanced palliative care that can be seen as requiring additional resources.  He 
hopes that the implementation evaluation due at the end of the twelve months may provide more 
information to support business planning and resource allocation.

The objective is to make changes that can be embedded, and therefore sustainable, in normal 
structures that already exist.  For example, discussions on end of life care should be part of the MDT 
agenda and using System One that is already established for sharing register information and ACP 
wishes and preferences with GPs and other community services that have access to the system.  

The work undertaken over the twelve months will eventually be written up and include evaluation 
but Robin says that already individuals and staff are benefitting as more are being identified earlier 
and put on the enhanced register.  This has avoided at least two people experiencing crisis after 
crisis and then eventually die.  Being identified and on the pathway triggers other services, including 
care after death, which hopefully enhance the experience of the individual and their carers in the 
last weeks or days of their life.

For further information about what is happening in Bradford, please contact Robin at  
robin.jeffrey@bthft.nhs.uk

mailto:robin.jeffrey%40bthft.nhs.uk?subject=
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Results: Dementia

Question 24: Did you access a copy of ‘Care towards the end of life for 
people with dementia: an on-line resource guide’?
Responses received were:
14 = No
35 = Yes

Question 25: Did you read ‘ Care towards the end of life for people with 
dementia: an on-line resource guide’?
Responses received were:
31 = Yes
4 = No

Question 26: How useful overall was ‘ Care towards the end of life for 
people with dementia: an on-line resource guide’?
Using a four-point scale where 1 = very useful, 2 = useful, 3 = partly useful, 4 = not useful at all, please 
mark the box that most reflects your experience.
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How useful overall was ‘Care towards the end of life for people 
with dementia: an on-line resource guide’?
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Question 27: Please add any comments about the overall usefulness 
including the ways in which you have used it

“Teaching and supporting staff with knowledge and understanding of end of life care for people 
with dementia”

“Increased my awareness and passed on to colleagues with no understanding”

“Staff knowledge and up-skilling”

“A good resource to use for evidence based practice and referencing to back up practice 
development. An informative resource that sets out a helpful structure / process of approaching 
end of life care for people with dementia”

“Easy to read and understand can be used in a variety of settings”

“An excellent guide for staff caring for people with dementia”

“Used to benchmark current Teaching and Learning provision on Under Graduate nursing 
programmes”

“Lots of resources and examples of good practice”

“A complete guide. You do not need to access other resources”

“The pathway provides a good checklist for professionals and ensures person centred care”

“All useful”

“Resource for education”

“Help to guide good care

“The document has been shared with social services and mental health”

“To pass on to other health professionals within my organisation who need guidance”

“Easy to read and understand, gives good information for staff to use”

“Very useful when preparing specific EoLC/Dementia training.  Recommend -particularly useful for 
care home staff who work with many who have a dementia diagnosis”

“As a reference tool”



38

Question 28: The sections of the guide – this question asks about the 
usefulness of the individual sections of ‘Care towards the end of life for 
people with dementia: an on-line resource guide’?

28.1 Introduction

28.2 Why good end of life care for people with dementia matters

How useful were the following sections – using a four point scale where 1 = very useful, 2 = useful,  
3 = partly useful, 4 = not useful at all?

How useful was the ‘Introduction’ section?

How useful was the ‘Why good end of life care for people with 
dementia matters’ section?
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28.3 The End of life care pathway 

28.4 Putting end of life care into practice

28.5 End of life care tools

How useful was the ‘End of life care pathway’ section?

How useful was the ‘Putting end of life care into practice’ 
section?

How useful was the ‘End of life care tools’ section?
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28.6 Commissioning end of life care for people with dementia

28.7 Defining end of life care for people with dementia

28.8 Care settings

How useful was the ‘Commissioning end of life care for people 
with dementia’ section?

How useful was the ‘Defining end of life care for people with 
dementia’ section?

How useful was the ‘Care settings’ section?
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28.9 Support for carers

28.10 Workforce, education and training

28.11 Research and evaluation

How useful was the ‘Support for carers’ section?

How useful was the ‘Workforce, Education and Training’ 
section?

How useful was the ‘Research and evaluation’ section?
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29.12 Case studies

29.13 Strategic context

How useful were the case studies?

How useful was the ‘Strategic context’ section?
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Question 29: Please add any comments about the usefulness of the 
specific sections of the document Care towards the end of life for people 
with dementia: an on-line resource guide’

Question 30: Thinking about Care towards the end of life for people with 
dementia: an on-line resource guide’ please describe briefly in the space 
below examples of what you do differently as a result of reading the 
publication and why you have changed practice. Please include any work 
in progress.

“An excellent resource”

“I think it is very good resource but because I’ve used other resources a lot of the material was not 
new”

“Very informative”

“An overall excellent guide for staff and nursing students”

“Strategic context from there we can start to think about other areas in which dementia and end of 
life come up”

“Good but a hard copy would be useful”

“Well set out and clear to follow”

“The big problem with this is that clinicians do not see the relevance of end of life care in dementia. 
That’s partly because they do not recognise that the end of life is approaching and partly because 
the prognosis of dementia is so uncertain in any individual. So the title care towards the end of 
life was really useful as the emphasis on this terminology and an emphasis on palliative care being 
needs led and not prognosis led is also really helpful”

“Would recommend staff to utilise the information, helpful and a good guide”

“Still in the initial phase of supporting staff with knowledge and understanding of the importance 
of end of life care especially with advance care planning and the involvement of family carers and 
bereavement support”

“I would like to see all staff I work with understanding the approach”

“I concentrate more on practice development for individual care homes / staff or carers at home, 
identifying champions to take the work forward and keep up the momentum. The policy context is 
fantastic for helping people realise this is not a new “”fad” and links to resources like the ACP tool 
and pain assessments are practical and of paramount importance for the person with dementia”

“Assessing pain, identifying end stage dementia from the Gold Standard Framework and palliative 
care from the surprise question are simple and effective processes”

“Used it in teaching & meetings” 

“Disseminate info to other health professionals”

“To continue encouraging staff to view end of life care as being proactive and quality of life before 
their patients die especially with advance care planning for people with dementia, making informed 
decisions with their end of life care needs”
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“I am more active about discussing issues with patient’s GP and earlier”

“I think the guide is very useful and the involvement of the patient carers and the MDT in decisions 
is crucial and I would not change anything”

“Working with dementia services to develop End of Life services”

“Enabled me to provide clear guidance to staff”

“Encouraging care homes to read the document and evidence how they are going to improve End 
of Life Care for dementia”

“I have used this resource in care home education”

“I myself am passionate about the subject matter and the publications assist me in passing on the 
knowledge!”

“Information disseminated to care home staff within teaching around end of life tools”

“I use as part of staff training”

“I use some of the information to help nursing home staff understand end of life care for residents 
with dementia”

“Feel content reinforced reasons for previous practice more than informing new practice (have been 
passionate about palliative care for those with dementia for some time)”

Question 31: Thinking about ‘ Care towards the end of life for people with 
dementia: an on-line resource guide’ and things that you do differently, 
please describe briefly in the space below what differences service users 
in your care setting might have experienced. 

“Advance care planning if in place would reduce unnecessary admissions to hospital towards the 
end of their life and their wishes carried out”

“Increased information and confidence from staff”

“Better recognition of their person centred care needs, improved communication, improved pain 
recognition, improved quality of life, a better death”

“Staff are more aware of resources available” 

“A more positive and comfortable care experience. They hopefully would feel more involved and 
their carers more supported”

“There have been instances when the members of the MDT have different viewpoints but in this 
instance it has always been vital to strike a balance and involve the carers and patient as much as 
possible in order to reach an amicable solution”

“More seamless services”

“Structured resource”

“Discuss with colleagues (who always agree to be honest) that end of life care does not mean that. 
It means care towards the end of life.”

“Use of end of life care tools and specific end of life tools for dementia”

“Hopefully a better standard of care from the staff I have trained”

“Unsure at this point and therefore unable to respond to this”
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“Staff are more knowledgeable, therefore quality of care will improve over time. Less hospital 
admissions”  

“Increased awareness amongst professionals resulting in earlier identification of palliative care 
needs”

Question 32: Thinking about ‘Care towards the end of life for people with 
dementia: an on-line resource guide’ has the publication contributed 
within your organisation to:

Question 32.1: Quality

Question 32.2: If yes please briefly describe how

Has the publication 
contributed within 
your organisation 
to quality? 92%

8%

Yes

No

“Staff are giving more importance to end of life care and thinking of using the end of life care 
tools”

“Educative purposes”

“Involving professionals involved in delivering EOL care to dementia patients to sit on groups 
discussing End of Life Care and training”

“Improved knowledge and awareness”

“Improved understanding of staff about the care needs of the person with dementia. Groups set 
up to look an end of life care issues. Strong networking with all disciplines and services within the 
Trust, coming together to improve the whole journey for the patient and carer”

“Educative purposes to other resources who do not work with end of life”

“Increased uptake of choice for patients “

“Educating staff on end of life care” 

“As I was involved in contributing towards it, all of this issues detailed have been highlighted, but 
our service is more willing to take on cases where a terminal illness is also diagnosed in a PWD”

“Using a person centred care plan and ‘This is Me’ document”

“More seamless services, raised awareness”
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“Ability to influence medical staff in prescribing anticipatory medication in non cancer end of life 
care, assisting in diagnosing dying”

“Better understanding “

“It has changed how we think about dementia and treating patients as individuals.  Allowing extra 
time for assessment for people with dementia and their families”

“Give them a greater understanding of how to deliver EOL care and the meaning of a good death.”

“Helps them think about dignity”

“Guidance and direction - information and training”

“Better choice about last days of life, less hospital admissions” 

“Increased information at training” 

32.3 Productivity (including any cost savings)

Has the publication 
contributed within 
your organisation to 
productivity? 32%

68%
Yes

No

Question 32.4 If yes please briefly describe how

“Improving quality of care using ‘This Is Me’ document to ensure person centred care; involving 
carers and family as well as the Multi-Disciplinary Team & community staff (CMHT) as necessary”

“Reduced hospital admissions, increasing expected death within patients own home”

“We are having more dementia patients referred to our generalist palliative care team, but this 
might not be just due to the guide”

“In small pockets but many I am not aware of but hoping it has”

“Processes are in place, GP visits more appropriate”
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Question 33: Are there any other tools or resources that have been 
particularly useful to you when undertaking work in this area?

Resource Useful?

Gold Standards Framework 25

Liverpool Care Pathway 25

Preferred Priorities for Care 25

Advance Care Planning 30

Holistic Needs Assessment: 24

NEoLCP Support and Fact Sheets 20

The Route to Success Series 21

e-ELCA 13

Guidance for Commissioners 8

Other 2

How useful were the following sections – using a four point scale where 1 = very useful, 2 = useful,  
3 = partly useful, 4 = not useful at all?

Respondents were asked to describe how they had used the related information.

In summary, ‘Care towards the end of life for people with dementia: an on-line resource guide’ has been 
used largely for educational purposes but also by staff working in care settings, where it has had an impact 
on confidence and as well as on end of life discussions. There were comments that people liked the inclusion 
of the word ‘towards’ in the title. 

Respondents also mentioned the value of the This is me leaflet produced by the Alzheimer’s Society, which 
is a simple and practical tool that someone going into hospital can give to staff to help them understand 
the condition. It provides a ‘snapshot’ of the person with dementia, giving information about them as an 
individual, such as needs, preferences, likes, dislikes and interests.  

Follow up interviews found that the policy context within the framework is a useful resource for helping 
people realise that end of life care is not a new ‘fad’. The advance care planning tool and pain assessment 
are practical and of paramount importance for the person with dementia.  Assessing pain, identifying end 
stage dementia from the Gold Standard Framework and palliative care from the surprise question are simple 
and effective processes.

Use Responses

In teaching/at educational events 7

Updating 3

Used at work regularly 3

Still in early stages 3

Used with GPs 1

ACP documents useful in advising other professionals especially useful in 
trying to prevent unnecessary hospital admissions

1
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Case Study 3: Using the Dementia Framework within Training
A local Dementia Champion programme was devised and delivered by the Work Force Development 
Team, Barnsley (Adults and Communities Directorate, Barnsley Metropolitan Borough Council).  The 
programme was developed to improve the quality of care delivered to those living with dementia in 
Barnsley through promoting good practice, therefore raising the level of competencies throughout 
the Independent Care Sector.  The 12-month programme was delivered through a combination of 
study methods including action learning and formal teaching sessions.

The programme content was varied and through excellent partnership working between the Work 
Force Development Team and the End of Life Care Team the need to include end of life care as topic 
was identified.  This was in recognition that workforce education and training is central to achieving 
high standards of end of life care for people with dementia.  End of life care has not traditionally 
been linked to those who have a dementia diagnosis and it was felt that this was an ideal 
opportunity to highlight the National End of Life Care Strategy and promote the resource guide that 
had been produced by the National End of Life Care Programme.

The NEoLCP document “Care towards the end of life for people with dementia – an online resource 
guide” provided a framework for the End of Life Care Team to deliver the training to the delegates 
in a logical way.  A copy of the document was given to the delegates to keep as a personal 
guide and general resource for their co-workers in order for them to fulfill their role as dementia 
champions and spreading the word.

The document provided information specific to those who have dementia, set the scene and a 
“case” for highlighting end of life care for those with dementia, and aligned end of life care needs 
to the National End of Life Care Strategy which is obviously the basis of all our EoLC training in 
Barnsley.  Working through the pathway steps enabled us to pull out specifics including end of life 
care tools, for example, the PPC and advance care planning.  We continue to use the 5 senses as 
a core philosophy in finding out the essence of who an individual person is in order to promote a 
person-centred approach to care.

The end of life care day within the programme provided excellent grounding for the champions in 
beginning to understand that there are specific needs for the those with dementia and their families 
(from evaluations).  Some of the champions have attended further training with regards to end of 
life care as a result of this day.  It is hoped that a second Dementia Champion programme will go 
ahead this year.

Contact:
Katie Yockney, Practice Educator, EoLC Team, SW Yorkshire Partnership NHS Foundation Trusts  
for further information Kathryn.Yockney2@SWYT.nhs.uk

mailto:Kathryn.Yockney2%40SWYT.nhs.uk?subject=
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Results: Long term neurological conditions

Question 34: Did you receive a copy of ‘ End of life care in long term 
neurological conditions: A framework for implementation’?
Responses received were:
21 = No
12 = Yes

Question 35: Did you read ‘End of life care in long term neurological 
conditions: A framework for implementation’?
Responses received were:
7 = Yes
5 = No

Question 36: How useful overall was ‘End of life care in long term 
neurological conditions: A framework for implementation’?
Using a four-point scale where 1 = very useful, 2 = useful, 3 = partly useful, 4 = not useful at all, please 
mark the box that most reflects your experience.

Scale Responses

Very Useful 6

Useful 0

Partly Useful 1

Not useful at all 0

Total 7

Question 37: Please add any comments about the overall usefulness 
including the ways in which you have used it

“Good to have a topic specific reference. Recommend for those relevant to in practice”

“All excellent”

“Have the publication as a reference guide and shared it with the neurological team to help them 
understand the end of life care needs of these patients”
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38.3 End of life care tools

Scale Responses

Very Useful 5

Useful 0

Partly Useful 1

Not useful at all 0

Total 6

Question 38: The sections of the guide – this question asks about the 
usefulness of the individual sections of ‘End of life care in long term 
neurological conditions: A framework for implementation’?
How useful were the following sections - using a four point scale where 1 = very useful, 2 = useful, 3 = 
partly useful, 4 = not useful at all, please mark the box that most reflects your experience?

38.1 Introduction

38.2 Strategic context

Scale Responses

Very Useful 4

Useful 1

Partly Useful 0

Not useful at all 1

Total 6

Scale Responses

Very Useful 3

Useful 2

Partly Useful 0

Not useful at all 1

Total 6
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38.7 Management of physical symptoms

Scale Responses

Very Useful 5

Useful 0

Partly Useful 1

Not useful at all 0

Total 6

38.5 Communication and advance care planning

38.4 End of Life Care in neurological conditions

38.6 Co-ordination and multidisciplinary approach to care

Scale Responses

Very Useful 5

Useful 0

Partly Useful 1

Not useful at all 0

Total 6

Scale Responses

Very Useful 5

Useful 0

Partly Useful 1

Not useful at all 0

Total 6

Scale Responses

Very Useful 4

Useful 1

Partly Useful 1

Not useful at all 0

Total 6
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38.11 Commissioning health and social care services

Scale Responses

Very Useful 4

Useful 1

Partly Useful 1

Not useful at all 0

Total 6

38.8 Holistic care – psychosocial and spiritual aspects

Scale Responses

Very Useful 5

Useful 0

Partly Useful 1

Not useful at all 0

Total 6

38.9 Care at the end of life

38.10 Workforce, education and training

Scale Responses

Very Useful 5

Useful 0

Partly Useful 1

Not useful at all 0

Total 6

Scale Responses

Very Useful 4

Useful 1

Partly Useful 1

Not useful at all 0

Total 6
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Question 42: Thinking about ‘End of life care in long term neurological 
conditions: A framework for implementation’ has the publication 
contributed within your organisation to:

Question 42.1: Quality

Question 42.2 Productivity (including any cost savings)?

Two respondents replied that the publication had contributed to quality. Neither provided any detail. One 
respondent replied negatively.

Three respondents replied that the publication had not contributed to productivity.

Question 39: Please add any comments about the usefulness of 
the specific sections of the document ‘End of life care in long term 
neurological conditions: A framework for implementation’  

Question 40: Thinking about ‘End of life care in long term neurological 
conditions: A framework for implementation’ please describe briefly 
in the space below examples of what you do differently as a result of 
reading the publication and why you have changed practice. Please 
include any work in progress.

Question 41: Thinking about ‘End of life care in long term neurological 
conditions: A framework for implementation’ and things that you do 
differently, please describe briefly in the space below what differences 
service users in your care setting might have experienced. 

“I was involved in the project and found that useful”

“All useful”

“I encourage people to acknowledge the illness as a palliative illness and try to ensure that people 
get the same quality of care as other palliative illnesses”

“Use a substrate for conversations with neuro teams” 

“Helped team understand the importance of advance care planning for these patients”

“Seamless services”
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Question 43: Have you accessed any ‘related information’ which support 
‘End of life care in long term neurological conditions: a framework for 
implementation’? 

Respondents were asked to describe how they had used the related information. 

Resource Useful?

NCPC website 3

Neurological conditions alliance 1

Gold Standards Framework 4

Liverpool Care Pathway 5

Preferred Priorities for Care 3

Advance Care Planning 5

Holistic Needs Assessment: 5

NEoLCP Support and Fact Sheets 5

The Route to Success Series 5

e-ELCA 0

Guidance for Commissioners 1

Other 0

“Encouraging other people to use them to provide high quality care for this group of patients”

“Daily apart from e-elca which is sadly inaccessible to most staff”

“I visit NCPC website though I am not a member and cannot say that I have found information 
specifically re neurological conditions”
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Responses from people who do not work directly with people with heart 
failure, advanced kidney disease, dementia or neurological conditions

Question 44: Have you accessed any of the disease specific end of life care 
publications?
Responses received were:
13 = No
23 = Yes

Question 45: Have you read any of the disease specific end of life care 
publications?
Responses received were:
12 = No
24 = Yes

In summary, few respondents had accessed ‘End of life care in long term neurological conditions: A 
framework for implementation’ nor were we able to undertake follow up interviews with people working 
specifically in this field.

Case study 4  Using RTS with neurological patients
The publication has been used as a reference guide and we have shared it with the neurological 
team to help them understand the end of life care needs of these patients. It has particularly helped 
the team to understand the importance of advance care planning for these patients.  For example 
we used the framework with the neurological team and the district nurses in a case of a 54 year 
old gentleman with Multiple Sclerosis (MS). The end of life care facilitator was contacted by the 
district nurse about this gentleman who was expressing his wishes to remain at home ‘at the end’ 
but she was unsure how to proceed or what to tell him. The facilitator arranged a meeting with 
the MS team and District Nursing service and discussed the gentleman’s options of services and 
choices available to him within his local area. It was decided that the district nurse was the person 
he had given cues to about end of life care and she felt confident to have the conversation. In 
Barking and Dagenham we use the  GSF ‘Thinking Ahead Advance Care Planning’ discussion paper 
and the Advanced Decision to Refuse Treatment and after giving the district nurse training on the 
documents she visited the gentleman, they discussed his wishes on end of life care and he stated his 
preferred place of care was home but at this point he wanted to be resuscitated and for his life to 
be prolonged as much as possible as he had an 11 year old son who he wanted to see grow up for 
as long as was possible. This was all documented and copies were faxed to all parties and services 
concerned, with his permission. This was eleven months ago and although physically this gentleman 
has deteriorated, mentally he is still very aware and in control of his care. The discussion paper is 
regularly reviewed and so far his choices have not changed although the last time he did say he 
realises there may come a time when he feels unable to ‘go on’ and then he would want to review 
his CPR status.

Ruth Crossley
End of Life Care Facilitator  ruth.crossley@nhs.net

mailto:ruth.crossley%40nhs.net?subject=
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Question 48: How useful overall was ‘Care towards the end of life for 
people with dementia: an on-line resource guide’?

Scale Responses

Very Useful 11

Useful 9

Partly Useful 0

Not useful at all 1

Total 21

Question 46: How useful overall was ‘End of life care in heart failure: A 
framework for implementation’?
Participants were ask to rate the publication on a four-point scale.

Question 47: How useful overall was ‘End of life care in advanced kidney 
disease: A framework for implementation’?

Scale Responses

Very Useful 10

Useful 8

Partly Useful 2

Not useful at all 1

Total 21

Scale Responses

Very Useful 8

Useful 4

Partly Useful 2

Not useful at all 1

Total 15
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Question 50: Thinking about any of the disease specific publications that 
you have read please describe briefly in the space below examples of 
what you do differently as a result of reading the any of the publications 
and why you have changed practice. Please include any work in progress.

“More awareness as this was not my speciality, sharing best practice”

“We have developed a stepped model of end of life care for patients with Dementia. We are 
working much closer with mental health services to deliver high quality end of life care”

“These have not changed my practice, but I have advocated their use during workshops, training 
and education that I have conducted”

“Have used them to help highlight the fact that other medical conditions relate to the National End 
of Life Care Strategy and not just cancer”

“Can share to improve practice” 

“Daily in work with specific teams”

“Use it as a resource for training purposes”

“Ensuring the publication is shared with social services and mental health.  Identifying specific 
problems that may be encountered with dementia patients.  New scheme providing dementia 
trained nurses to support care homes with residents they are experiencing problems with (outreach 
service).  These nurses will work with these residents on a one to one problem to identify needs”

“I always feel I should talk to the patient and loved ones more and earlier”

“Provides a useful update and guidance”

“Education and strategy planning in Trust”

“For dementia patients I am able to support staff across the EoLC pathway as I have a better 
understanding of the difficulties encounter when trying to support patients who are unable to 
comprehend and make sense of everyday normality”

“Six steps are used”

Question 49: How useful overall was ‘End of life care in long term 
neurological conditions: A framework for implementation’?

Scale Responses

Very Useful 9

Useful 7

Partly Useful 2

Not useful at all 1

Total 19
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Question 53: Briefly describe how the disease specific publications 
that you have read have these publications contributed within your 
organisation to quality

“In updating verification of expected death policy and information re pace maker removal”

“Linked into contracts”

“To improve competence”

“Recommended and used as a training resource”

“This is an assumption, but based on the continued education and input with the care setting - and 
a great number of care settings - has increased the quality of direct care given”

“Used in teaching care homes 

“More seamless services”

“I think I’m more empathetic to the concerns of the patient rather than keen to transfer them to 
the Palliative care team”

“Patients and carers with Dementia have access to high quality end of life care”

“These have not changed my practice, but I have advocated their use during workshops, training 
and education that I have conducted. Hopefully these have improved the patient pathway”

“Used with the independent care providers in care homes and domiciliary care within education 
activities to promote critical thinking of those that provide care, hoping to influence the giving of 
holistic, high quality care with a greater insight to end of life care”

“Staff are empowered to support family patient and carers” 

“More seamless services”

“Hopefully more co-ordinated care”

“In fact patient was very knowledgeable about his kidney disease, and filled me in, as he was being 
cared for by another hospital”

“I place an emphasis on supporting the families of dementia patients” 

“Engagement of service users in development of services”

Question 51: Thinking about any of the disease specific publications that 
you have read and things that you do differently, please describe briefly 
in the space below what differences service users in your care setting 
might have experienced.

Question 52: Thinking about any of the disease specific publications 
that you have read have these publications contributed within your 
organisation to quality?
Responses received were:
1 = No
16 = Yes
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Question 56: Please tell us about how you have used other tools or 
resources that have been particularly useful to you when undertaking 
work in this area 

Resource Useful?

Gold Standards Framework 18

Liverpool Care Pathway 20

Preferred Priorities for Care 18

Advance Care Planning 20

Holistic Needs Assessment: 16

NEoLCP Support and Fact Sheets 14

The Route to Success Series 15

e-ELCA 10

Guidance for Commissioners 10

Other 2

“Training and education of staff”

“Advance care planning with the patient and families have improved the outcome for a number of 
patients”

“Measurable improvements in end of life care”

“Some people are now able to die at home, more communication is evident providing QOL”

Question 55: Briefly describe how the disease specific publications 
that you have read have these publications contributed within your 
organisation to productivity

Question 54: Thinking about any of the disease specific publications 
that you have read have these publications contributed within your 
organisation to productivity
Responses received were:
9 = No
6 = Yes

“Use of Planned Priorities for Care in advance care planning, use of the last days of life care”

“Sharing good practice with staff in different care settings. Using resources such as the Route to 
Success has being beneficial”

“Bed days are reduced if sent home, not an easy answer”
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Question 57: Please tell us about how you have used other tools or 
resources that have been particularly useful to you when undertaking 
work in this area 

“Facilitating end of life care in care homes, community and hospital and educating staff re same to 
promote end of life care in the community through my education sessions”

“Regional centre for Gold Standard Framework for Care Home commissioner guidance clear e-ELCA 
for training in homes advance care planning and Preferred Priorities for Care with primary care”

“The above are all key components of our EOLC pathway and are actively used across our 
organisation and in our community”

“All discussed within training sessions”

“Within practice to all care settings. Promotion within all district wide education .Use of the tools 
(LCP, PPC, e-ELCA) directly within the district wide education that has been delivered again shared 
across all of health economy”

“5 homes accredited all homes using advance care plan [Audited monthly] fact sheets used in 
teaching; Gold Standard Framework (GSF) boards & as appropriate to relatives; other healthcare 
professionals”

“Daily apart from e-elca which is sadly inaccessible to most staff”

“Overall strategic planning”

“Always use the Route to Success for my teaching/learning”

“Informed service redesign”

In the follow up interviews respondents identified using the resources for educational purposes more 
broadly across health care settings.
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Discussion

The survey and follow up interviews showed that the framework documents covering the four specific care 
pathways were considered by respondents to be significantly very useful or useful.  Looking at the six steps 
of the end of life care pathway there is evidence that the framework documents contribute to enhancing the 
quality of care across the pathway:

Discussions as the end of life approaches
There is significant evidence from this survey that the framework documents support discussions as the end 
of life approaches. Particularly, the documents provide clarity about trajectories and prognostic indicators 
which respondents found helpful and gave confidence about when to have discussions and how to have 
discussions. Discussions are taking place earlier and whilst patients are still well enough to have them. There 
is also evidence that as a result of training staff are willing to have discussions rather than pass people onto 
someone else. Advance care planning supporting information was one of the most frequently accessed 
information resources.

Assessment and care planning
The framework documents are discussed by some respondents as leading to more proactive care and to 
facilitate better symptom control including pain management which requires good assessment practice. As a 
result of the documents people are planning their preferred place of care. They are also used by a number of 
respondents to facilitate education and training sessions. The trajectories are linked to assessment points and 
care planning.

Co-ordination of care
The framework documents were cited as being used in multi-disciplinary team meetings to facilitate 
discussions about care although one respondent felt that they were over-prescriptive about MDT working. 
Where different service providers are involved they have facilitated better sharing and working practices. The 
cause for concern registers are widely reported as being used in kidney care to ensure greater co-ordination 
and the implementation plan is reported to help teams with care co-ordination.

Service delivery
In terms of service delivery the framework documents have, according to respondents led to more proactive 
care and a better level of care. More thought is given to dignity and patients have a more positive and 
confident care experience. Two tangible examples of changes to service delivery include a hospice providing 
breathlessness clinics for people with heart failure and the ability to better influence medical staff to 
prescribe anticipatory medication for patients who do not have cancer at the end of life.

Last days of life
One of the key themes throughout is that the framework documents help understanding of disease 
trajectories and when people are nearing the end of life i.e. end stage recognition. There is an expressed 
view that more people are able to end life at home or in their preferred place of care. The Heart Failure 
document is cited as being helpful in relation to turning off ICDs.

Care after death
Whilst there is little evidence from responses received of the framework documents influencing care after 
death there are sections on supporting families and carers within the framework documents and the 
Dementia document was specifically cited as supporting carers through the bereavement process. Other 
responses identified the need to involve carers and to include them, as well as the members of the multi-
disciplinary team, in making balanced decisions. A further area where the framework documents (specifically 
the heart failure framework) have been helpful is in supporting teams to update policies and protocols such 
as verification of death.
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Recommendations

The project has identified five recommendations:

1. The format of the framework documents should not be changed. They are structured in a way 
that people like. The language is clear and level of information is appropriate and easy to follow. 
Consideration should be given as to whether the framework documents should be available as hard copy 
which people could order.

2. The resources available to support the guides are being accessed and are generally found to be helpful. 

3. The NEoLCP should consider how to promote greater use of the available e-learning resources which 
are inaccessible to some staff groups and more generally how to enhance the skills of staff across care 
pathways, including specialist staff working in single disease specific areas as well as staff that work 
across disease areas.

4. In light of a lack of data about economic impact (which it is perceived to be too early to identify) 
the NEoLCP should consider follow up work after a period of time for implementation. It is further 
recommended that this should be targeted work perhaps using the network of facilitators rather than 
using a survey approach.

5. The NEoLCP should consider different ways of supporting GPs and their role in end of life care across care 
pathways.

Conclusions

This project provided an evaluation of four care pathway specific framework documents and a range of 
other documents that support the publications.

A web-based survey was designed and was sent out via contacts and clinical leads and was also advertised in 
the NEoLCP newsletter. One hundred and four (104) completed surveys were received.

Follow up interviews with four volunteers from the web-based survey provided further useful information 
about how the guides are being used. Small case studies have been provided to exemplify impact. 

The overall conclusions from the project are that the documents are perceived to be helpful across a range of 
activities and they are having an impact on the quality of care provided across the four pathways.

Revisiting the aims of the project we have been able to identify examples of how the framework documents 
have been utilised across the four care pathways. Respondents identified examples of how the documents 
have had impact – particularly in terms of improving quality. There is a sense that it is too soon to identify 
the economic impact of the guides.

The project aimed to identify the benefits of resources to patients and carers through the survey. 
Respondents were able to identify benefits including more proactive care, much improved recognition at an 
earlier stage, better care planning and integration of care, more and better conversations about wishes and 
preferences and people being able to end their lives in their preferred place of care.

Finally, we aimed to identify why resources have not been utilised in different care settings through the 
follow up interviews but we were not able to identify any evidence that they are not being used other than 
that people are not aware of them.
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