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Summary and Critical Success Factors

The Trusts involved in the Transform Programme 
are striving to achieve service improvements in 
line with the best practice framework outlined in 
the Route to Success and it has become evident 
that many examples of best practice already 
exist. However, what is emerging as a greater 
challenge is the ability to turn best practice into 
embedded and sustainable common practice. 
Each of the Trust pilot site representatives 
involved in the focus groups showed personal 
enthusiasm and commitment to making change 
happen, but many of those we spoke to were 
taking the work forward on top of their day jobs 
– a situation that cannot be sustained.

The main area of concern would appear to be 
that resources available to take forward the 
Transform Programme are usually non-recurrent. 

This is restricting the scope and pace of change 
for wider implementation across the Trusts, 
including the ability to appoint facilitators to 
ease the workload of the current end of life 
care champions. For service improvements to 
be sustainable, investment also needs to be 
made in leadership and change management 
and, although this attracts a cost it will 
improve quality and add value. The Transform 
Programme has helped to provide a framework 
that supports the development of robust local 
business cases, as it includes national data 
available for benchmarking as well as evidence 
showing the potential cost effectiveness of 
taking forward the service improvements.

The main critical success factors we have identified from the discussions with the pilot sites 
are:

 Must get sign up from the Trust Board, Senior Clinical Managers, Service Improvement 
Teams and where possible local Commissioners and ensure that engagement and 
commitment is maintained

 Use the Transform Programme framework and national data to support the case for 
undertaking end of life care service improvement

 Identify or develop end of life care leaders and champions at all levels within the Trust 
and ensure they are supported

 Introduce dedicated end of life care facilitators (not just LCP) whose role it is to 
support the leaders and champions as well as establishing partnership working and 
new networks across sectors and agencies

 Raise the profile of the Transform Programme across the Trust through posters, 
leaflets, newsletters and events

 Identify training for all levels of staff across the Trust and make it accessible e.g. deliver 
in situ to fit in with the work routine

 Use the Specialist Palliative Care Team more widely across the Trust e.g. delivering 
training, attending ward rounds

 Avoid being overwhelmed – focus on the enablers that will have the biggest impact 
on service improvement in the local area and are realistic and sustainable in the first 
instance – if successful it provides further evidence to support implementation of the 
remaining enablers.
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Introduction

Over 50% of people die in acute hospitals in 
England when statistics and surveys show that 
most people would prefer to die in their normal 
place of residence. Increasing the number 
of individuals able to die in their preferred 
place when clinically viable is being addressed 
through other service improvement initiatives. 
However many who die in hospital do not 
currently receive optimal end of life care and for 
this reason the 2008 End of Life Care Strategy 
stressed the importance of improving end of life 
care in hospitals.

In 2010 The route to success in end of life 
care – achieving quality in acute hospitals was 
published. As a result the Transform Programme 
was set up by the National End of Life Care 
Programme (NEoLCP) to provide practical 
support for managers and clinicians in acute 
Trusts delivering end of life care. Twenty-five 
acute trusts (43 hospitals) signed up to take part 
in the first phase pilots. To support these Trusts 
NEoLCP and the NHS Institute for Innovation 
and Improvement developed a ‘How to’ guide in 

2012 using service improvement methodology 
which included five key enablers and key metrics 
to implement best practice for end of life care in 
acute hospitals.

Whilst each of the pilot sites provides regular 
returns on progress against implementation 
of the five key enablers it was thought timely 
to bring together a focus group to discuss 
some of the practical issues that had helped 
and sometimes hindered progress. This short 
report reflects the views expressed by those 
participating in the focus group and should 
complement the more formal progress reports. 

The Transforming end of life care in acute 
hospitals ‘How to’ guide can be accessed 
at www.endoflifecareforadults.nhs.
uk/publications/acute-rts-howtoguide. 
Appendix A contains a checklist for change/
spread that may also help Trusts address some 
of the issues highlighted in this report. Appendix 
B contains a list of the 25 first phase sites.

Map showing the phase 1 sites
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Background

In September 2012 a small focus group 
representing four of the pilot sites met. 
In addition another four pilot sites were 
represented through follow up telephone 
interviews that took place at the beginning of 
November 2012. Each group discussed five 
basic questions:

In addition each group were asked:

• If they found the support from NEoLCP had 
been useful and what more could be done

• If having the national network was useful 
as well as the ability to benchmark against 
national data 

• What would be the key messages to other 
Trusts in the future cascade model?

The following sections summarise the responses 
from the focus group and the telephone 
conversations.

 What do you do now (or are planning 
to do) that you did not do before?

 What do you still do but have been 
able (or plan) to improve?

 What do you still do but more widely?

 What have you stopped doing?

 What has been done to ensure 
the changes are embedded and 
sustainable?
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What do you do now (or are planning to do) 
that you did not do before?

Section 1

Everybody said it was important to get 
engagement and sign up from the top down 
within the Trust and it was vital to ensure that 
this commitment was maintained. For many it 
started by raising awareness of end of life care 
issues with their Board and having the national 
Transform Programme framework and the 
underpinning Route to Success provided a good 
foundation for discussions and engagement 
around local proposals. It was essential to gain 
recognition that end of life care is wider than 
the last few days or hours of life and using the 
five enablers within the Transform Programme 
can demonstrate this wider scope to Service 
Improvement Teams, Clinical Managers and 
Trust Boards. 

One of the key factors that made a difference, 
and in most cases had not been previously in 
place, was the introduction and recognition of 
end of life care champions. These champions 
have endeavoured to ensure that engagement 
with the Board and senior staff is maintained, 
as well as providing support to facilitators and 

link nurses. In many cases this is challenging as 
the work has often been undertaken in addition 
to their normal workload, so the availability of 
resources to appoint dedicated facilitators to 
work alongside the champion (or to take on 
the role of the champion) was seen as critical to 
success and to underpin future sustainability. 

Whilst integrated care pathways for the dying, 
such as the Liverpool Care Pathway, were already 
in use in many sites the other four enablers 
– EPaCCS, Advance Care Planning, AMBER 
care bundle and Rapid Discharge Home to Die 
pathways – had differing levels of usage. Trusts 
that already had well developed end of life care 
services felt that the Transform Programme was 
an opportunity to bring together existing good 
practice into a framework that helped to engage 
with managers and the Board. It also provided 
a process to support developing sound business 
cases and national data was welcomed as it 
provided measures for benchmarking service 
improvements.
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What do you still do but have been able  
(or plan) to improve?

Section 2

As previously mentioned some Trusts felt that 
they were able to improve their existing planning 
around end of life care by demonstrating links 
to the Transform Programme framework and 
using nationally available data. To support 
developing end of life care Key Performance 
Indicators (KPIs) a group of five of the Transform 
Programme Trusts undertook a discrete pilot 
to test the QIPP KPI2 ‘By 2015 reduce by 
10% annually LOS equal to or greater than 8 
days ending in death from 54% of all deaths 
baseline’ before recommending national rollout. 
Some have reflected that collecting data to 
support improvements around the KPI has led to 
improved documentation and ownership across 
the Trust. 

Improvement to bereavement services and the 
involvement of families in surveys and review 
meetings was mentioned by a number of the 
Trusts. These ranged from evening discussion 
sessions, improved information available, 
support packs and improved arrangements for 
mortuary viewings.

QELCA (Quality End of Life Care for All) is 
a training programme aimed at Band 6/7 
generalist nurses delivered in partnership with 
local hospices and is part of the Transform 
Programme resource package and therefore 
a new development. However, generally 
improvements in training available were 
reported through either use of e-ELCA, the 
national elearning resource for end of life care, 
or other local initiatives. Resources to release 
staff for protected learning time or securing 
funding from sources such as MPET for other 
locally developed training remain challenging.

Ensuring continued engagement from senior 
staff and the Board was a recurring theme 
and everyone was working hard to maintain 
momentum and commitment. Often events to 
raise awareness and improve engagement were 
attended by the converted and the challenge 
was to reach those who still thought end of life 
care ‘is not my business!’
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What do you still do but more widely?

Section 3

Many felt that they already had good 
relationships with GPs and community 
teams, and integrated MDTs worked well, 
but the Transform Programme did provide an 
opportunity to consolidate and strengthen 
something that was quite wide anyway. For 
example when one Trust employed a Discharge 
Planner they were able to go out and visit other 
sectors involved in care, including care homes, 
and make new contacts and form networks 
they had not worked with before. This was 
a common theme amongst the Trusts taking 
part and this cross sector engagement helps 
to develop a shared vision of what could really 
improve patient care especially if supported by 
links with local commissioners.

Interest has also increased from other staff 
wanting to know more about working in 
palliative care. Closer working with other teams 

within the hospital such as the renal team, acute 
oncology , gerontology, heart failure, ICU, COPD 
and others has been beneficial.

A clear message was to establish and clearly set 
out the scope, understanding and expectations 
from all sides when engaging with new teams 
across the Trust and across sectors. This was 
reflected by one Trust that experienced issues 
around the QELCA training as they felt it had 
not been fully explained and explored with 
them before they released their nurses to 
attend. Others had found the QELCA training 
valuable not only to the Trust but reported that 
the hospice staff delivering the training had 
benefited as well.
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What have you stopped doing?

Section 4

Whilst it became evident that some training 
has not taken place due to cutbacks in Trusts 
budgets, most of the other examples were 
more positive. For example those champions/
facilitators involved in the pilots had realised 
that not everything needed to be done at once 
and that a phased approach e.g. ward by 
ward would work. This reduced personal stress 
levels and anxieties that perhaps they were not 
progressing as fast as they should be. It is more 
important to do things properly and be realistic, 
concentrate on what has been done well and 
work to ensure that what is put in place is 
sustainable.

One Trust did feel that the CQUIN 
(Commissioning for Quality and Innovation 
payment framework for rewarding achievement 
in local quality improvement) they were 
delivering had refocused them onto training 
staff and improving discharges that has resulted 
in a delay in taking forward other elements of 
the Transform Programme. Ideally a CQUIN 
around the Transform Programme would have 
been very useful for ensuring progress and 
getting high-level engagement.
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What has been done to ensure the changes are 
embedded and sustainable?

Section 5

Change has to be supported by recurrent 
funding. The work at the moment is mainly 
supported through non-recurrent funding and 
undertaken by individuals in addition to their 
normal workload. Everyone involved agreed that 
the work needs to be properly resourced to be 
sustainable.

Embedding change needs to be supported by 
having efficient processes and systems in place 
and be supported by the Trust Board and senior 

managers. The Transform Programme gives the 
framework and evidence base to show where 
change is needed. Access to national data also 
enables business cases to be developed locally 
to secure support and resources from the Trust 
and the local Commissioner. One Trust believes 
that if local circumstances indicate in the early 
stages that an element cannot be sustained in 
the future it should not be pursued, and work 
refocused on those service improvements that 
can be embedded and normalised.

As previously highlighted the message is it is more important to do things properly and be 
realistic, concentrate on what has been done well and work to ensure that what has 
been put in place is sustainable.

Other activities to support sustainable change included: 

 Employment of dedicated end of life care facilitators – not just LCP facilitators – and 
link nurses 

 Localised end of life care champions on each ward 

 Using end of life care metrics to show cost effectiveness especially when securing 
additional facilitators

 Differing styles and delivery of education and training accessible for all staff (see 
below) – if possible have a dedicated end of life care education facilitator as part of 
the Trusts training department.

 Ward based education which fits into ward routine e.g. daily 20 minute training 
around AMBER care bundle over a two week period to enable all staff to attend

 Specialist Palliative Care teams working differently across the Trust to enable more 
time to be spent on wards to undertake ‘on the spot’ training as well as attending 
ward rounds

 Better use of IT – data collections as well as delivering training through e-ELCA

 Try to ensure initiatives are cost neutral or low cost.
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a) NEoLCP project support

b) National Network

Additional discussion areas

We asked the Trusts their views on the support 
provided and what could have been done 
differently to help them progress their pilots. 
Generally they felt that the support from the 
project team had been excellent and the quick 
response rate when queries were raised was 
very helpful and welcomed. Having the monthly 
updates and use of resources on the website 
was seen as especially valuable.

The pilot site teams worked with the NEoLCP on 
developing the ‘How to’ box set guide which 
has been well received. However, comments 
were made that the guide would have been 
more useful earlier in the process to help 
understanding of what was required and how 
it could be achieved. Whilst a comment was 
made that the box set did look professional 
there was a worry that it looked too expensive 
given today’s financial climate, but that did not 
detract from it being a valuable resource. 

Some felt it would also have been beneficial to 
have posters, fliers or leaflets that could have 
been given out to wards or staff to raise the 
profile of the project sooner and more widely. 

The workshops were generally well received 
and appreciated as a forum to share, learn 
and generally network. A number mentioned 
that it continues to be difficult to justify time 
away from base to attend so it was suggested 
that future workshops should be clearer about 
who they are aimed at, more balanced around 
content and not just networking opportunities. 
With the numbers of Trusts adopting the 
Transform Programme increasing in the future it 
will probably become more important to look at 
more of a regional focus for events. 

Most found the existence of the national network useful, even if it was just the information received 
through email.

Other comments were: 

 It gives validity to what is being done and helps share good practice

 Helps relieve personal pressure to know how others are doing

 Provides a sense of leadership

 Being one of 25 involved in a national project brings kudos!
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c) National benchmarking

d) Key messages

Key messages

Additional discussion areas

A key event will take place on national 
benchmarking as part of the Transform 
Programme in March 2013. It was felt that this 
will put anchors in place for those in the future. 
Existing end of life care metrics and outcomes 

from the VOICES survey have also been useful. It 
was stressed that benchmarking will need to be 
looked at alongside qualitative feedback for it to 
be really useful.

Those who took part in the focus group made the following statements:

Build winning teams
Make a step change in approach by 
securing recurrent monies and resources

Trust the process

QELCA – be clear of expectations

Look at what the SI Team want

Pick out key bits and focus so that it does 
not become overwhelming

Take a multi agency approach
Make education and training accessible 
for ward teams – bring it to them

Don’t feel bad if not at the rate of others

Look at what the Board want

Normalise it

Make sure good briefings are undertaken 
at all levels with opportunity to ask 
questions Make sure that the Trust is properly signed 

up and not in name only

Recognise that not everyone is doing 
everything the Board want

Not everything can be done at once

Get people and resources signed up

Get out posters and newsletters to let 
people know what is happening

Learn from others how they have 
managed it
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Checklist for change/spread

Appendix A 

The following three checklists have been adapted from Joint commission Journal on Quality and 
Patent Safety 2005 Jun;31(6): 342-344 and may be of use to the Trusts when taking forward the 
Transform Programme.

 Is improvement in this area a strategic initiative within the organisation?

 Is there an executive(s) who is responsible for the change/spread?

 How will this executive be involved on an on-going basis?

 Is there a person or team who will manage the day-to-day change/spread activities?

 What are the positions of the key people who will make the adoption decision?

 Has the relative advantage of the changes been documented for all adopter 
audiences?

 Are the changes packaged so that they can be easily understood and tested by the 
adopters?

 Is there a successful site that has implemented the new system?

  Are the changes implemented scalable to the entire target population?

  If there is no successful site, what is the strategy to create a good example?

 Has an initial plan for spread been developed?  Consider:

  Ways to attract early adopters

 Planning broad based communication

 Developing a process to identify people in the target population who are 
influential with their peers

 Develop a plan to share comparative data with adopters

  Potential infrastructure changes needed.

Checklist 1 – Leadership and Set Up
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Appendix A 

 How will awareness of the initiative be communicated?

  Have the benefits for different audiences been documented?

  Have comparative data been shared?

  What channels will be used to raise awareness in the target population?

 How will technical knowledge be communicated to facilitate the adoption of change?

  Are peer-to-peer interactions planned?

  Are potential adopters influential in the wider system willing to be involved?

  How will successful units be involved to supply technical support?

 How will outcomes be measured?

 How will the rate of change/spread be monitored?

 Who will be responsible for collecting, summarising and reviewing the data?

 What information will be used as feedback to the sites and to monitor and refine the 
change/spread strategy?

 What systems will be used or developed to capture and share the knowledge 
generated during the change/spread initiative?

Checklist 2 –  
General Communication and Knowledge Transfer

Checklist 3 – Developing measurement and feedback
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Appendix B 

List of Phase 1 sites 

East and North Hertfordshire NHS Trust

Hinchingbrooke Health Care NHS Trust

University Hospitals of Leicester NHS Trust

University College London Hospitals NHS Foundation Trust

Guy’s and St Thomas’ NHS Foundation Trust

Gateshead Health NHS Foundation Trust

North Tees and Hartlepool NHS Foundation Trust

Northumbria Healthcare NHS Foundation Trust

County Durham and Darlington NHS Foundation Trust

Salford Royal NHS Foundation Trust

The Royal Liverpool and Broadgreen University Hospitals NHS Trust

Blackpool Teaching Hospitals NHS Foundation Trust

Heatherwood and Wexham Park Hospitals NHS Foundation Trust

University Hospital Southampton NHS Foundation Trust

Portsmouth Hospitals NHS Trust

Hampshire Hospitals NHS Foundation Trust

Royal Surrey County Hospital NHS Foundation Trust

Western Sussex Hospitals NHS Trust

Brighton and Sussex University Hospitals NHS Trust

Poole Hospital NHS Foundation Trust

Torbay and South Devon Healthcare NHS Foundation Trust

Weston Area Health NHS Trust

Worcestershire Acute Hospitals NHS Trust

Leeds Teaching Hospitals NHS Trust

Doncaster and Bassetlaw Hospitals NHS Foundation Trust
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