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Executive Summary  

 

About this document  

This document forms the final report on Whole Systems Partnership (WSP)ôs evaluation 
of the Building on the best (Botb) programme on palliative and end of life care1 (PEOLC) 
in acute hospitals in England2. 

WSP carried out the evaluation from May 2017 to June 2018. 

The full evaluation report was produced for the Botb project board in July 2018. 

 

Evaluation elements  

Five elements of the evaluation are brought together in the report: 

¶ Headline process measures 

¶ Local case studies 

¶ Questionnaire and interviews with local site representatives 

¶ Relational value assessment 

¶ Desk research and analysis 
 

Question 1 ð effectiveness of interventions  

Analysis of the interventions undertaken by the participating sites shows that: 

¶ The interventions were almost all outward-facing:  only a small minority worked 
in issues internal to the PEOLC team.  

¶ Of the four themes, handover was the one with fewest sites expressing interest 
at outset.  However, it generated the largest number of individual interventions.  
As the programme progressed, work evolved including handovers between 
PEOLC and a wide variety of teams and functions.  

¶ While outpatients received the highest level of expressed interest at outset, few 
interventions were specifically targeted at this element of the system.   

¶ The largest number related to the relationship with other clinicians within the 
system, with a twin focus on communications at handover and on supporting 
improvements in pain and symptom management delivered by other clinicians.  
Both of these can be seen as having the objective of spreading awareness of 
PEOLC needs within the wider system and improving the capability of non-
specialists to deliver PEOLC support. 

                                                
1 This report follows the General Medical Council definition of óend of lifeô as including patients who are likely to 

die within the next 12 months.  For the full definition please see www.gmc-uk.org/-
/media/documents/Treatment_and_care_towards_the_end_of_life___English_1015.pdf_48902105.pdf 

2 The Botb programme in Scotland is not yet completed and has not been included in this evaluation.  A progress 
report is available from the programme board on the delivery of the programme in Scotland. 

What interventions have been effective in:  

¶ Ensuring that the holistic needs and wishes of patients, and their carers, 
are identified, assessed, recorded and accessible to the staff that are 
involved in their care?  

¶ Supporting patients, and their carers, to become increasingly in control 
of their care - as much as they want to - with a view to maximising their 
comfort and wellbeing and focusing on what matters to them as 
individuals, thereby improving the experience of care in the last 
months/weeks/days of life?  

 

https://www.gmc-uk.org/-/media/documents/Treatment_and_care_towards_the_end_of_life___English_1015.pdf_48902105.pdf
https://www.gmc-uk.org/-/media/documents/Treatment_and_care_towards_the_end_of_life___English_1015.pdf_48902105.pdf
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Effectiveness of interventions - needs and wishes of patients and carers  

Many of the interventions made within the programme related to identification and 
in a number of cases quantified evidence was produced of increased levels of 
recording, including: 

¶ (Site D) A multi-disciplinary programme of awareness raising, education and 
patient support across the Trust that delivered increases in the level of GSF 
registration and rapid end of life transfers 

¶ (Site H) New anticipatory care prescribing guidelines and procedures that led to 
a rise in prescribing levels 

¶ (Site B) Changes to the template for Treatment Escalation Plans indicated a 
substantial increase (over 300%) in the proportion of inpatients for whom there 
was a documented treatment escalation plan, reported by the headline process 
measures 

¶ (Site G) Introducing comfort observations for patients at the end of life which 
were in place for approximately 50% of reviewed deaths in hospital within 9 
months of introduction 

¶ (Site F) A small increase in the proportion of COPD patients with an EPaCCS 
record (lower than planned due to staffing issues) also reported in the headline 
process measures 

¶ (Site C) ï Increased time in consultations and some evidence of reduced 
admissions resulting from this 

¶ (Site J) ï A focus on training and education leading to increase of 29% in 
referrals to PEOLC team during the life of the project  

Effectiveness of interventions - supporting patients to achieve increased control of 
their care 

A smaller number of interventions related to improving patient and carer control.  
The majority of these again aimed to deliver improvements in the way in which non-
PEOLC specialties and clinicians engaged with patients identified as at or nearing 
the end of life.   

Examples include: 

¶ (Site C) new ACP promotional materials and patient leaflets in public areas to 
encourage patients to óstart the conversationô 

¶ (Site F) a patient questionnaire leading to an interview study 

¶ (Site D) Volunteers trained to sit with patients at end of life and support families.  
This initiative was developed originally by another site and adopted by this site 
after sharing of information at the Community of Practice. 

¶  (Site A) Reduction in the number of formal complaints made about experience/ 
care since a new bereavement CNS was put in post and the bereavement 
survey implemented 

¶ (Site D) A readmission rate of 16% of frail elderly patients with an Anticipatory 
Care Management Plan (ACMP) compared to the national average of 40-70%, 
and a small increase in the proportion of patients with an ACMP in place 

¶ (Site G) Reduction in calls to the bereavement office 

¶ (Site G) Audit finding that administration of anticipatory medicine was low due 
to low confidence. Focused attention and training to support nurses to improve 
confidence, knowledge and skill with symptom control drugs (has the potential 
to ensure that patients received the right anticipatory medication at the right time 
and therefore greater control for patients.)  
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Summary of evaluation evidence 

¶ There is limited evidence at this point of which interventions undertaken by local 
sites under Botb have been effective in delivering improvements in outcomes 
for patients and carers.   

 ̄ Some of this lack of evidence can be attributed to the timing of this 
evaluation at a point immediately following the delivery of the 
programme and while the majority of sites are still at early stages of 
change implementation. This could potentially therefore be addressed 
by longer term evaluation of the interventions which have been put in 
place. 

 ̄ However, while some gaps in data are due to timing issues, others are 
attributable to deficits in measurement.  Evidence of relevant baseline 
measurements and/or robust measurement strategies having been 
developed as part of the overall improvement plan is variable. 

¶ The developmental nature of the programme has led to wide variation in the 
nature and scope of work between sites and this consequently provides limited 
scope for óside to sideô analysis of similar interventions  

¶ There is some evidence of improvements in processes relating to recording of 
needs in some sites through relatively simple changes including new materials, 
education and training etc. 

¶ There is some evidence of the programme having an impact on culture and 
practice change within the acute care system, especially in relation to non-
PEOLC specialties. Case study evidence suggests that work to improve PEOLC 
was welcomed and well received by clinicians and staff in these other 
specialties. Longer term evaluation would be needed to assess the level to 
which this wider change becomes embedded within the system. 
 

Question 2 ð impact of the programme  

Summary of evaluation evidence 

¶ There is evidence that the Botb programme was seen by those participating as 
having a positive impact on PEOLC quality improvement at the local site level.  

¶ There is evidence that the programme has influenced the planning and 
implementation of specific interventions to improve PEOLC within local sites, 
but little evidence at this stage of its influence on embedding change within the 
system. These findings triangulate with evidence from the case studies 
examined in section 10. 

 ̄ Feedback from local sites provides a resource for future design and 
implementation of QI work in PEOLC in acute care and (potentially) the 
wider system of health and care. 

¶ There is good evidence that the establishment of the CoP has been a 
particularly influential and effective aspect of the programme. Increasingly 
positive relationships have been established as the CoP has developed across 
the last 2 years.  

 ̄ There is evidence that this has contributed to the successes reflected in 
other areas of the programme evaluation such as improved relationships 

What impact has the Botb programme had on:  

¶ The adoption of these interventions?  

¶ The capability, capacity, and resilience of staff to carry out 
improvement activity at the front line? 
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within a local site, and between various groups on site that had not 
previously worked together, shared learning and cross fertilization of 
ideas.  

¶ There is good evidence that the programme team has created an environment 
that encourages professional openness, learning from peers, and sharing of 
both good practice and failures and frustrations. 
 

Question 3 ð building on past learning  

The Transform programme and Ambitions for Palliative and End of Life Care  

It is important to note that the Transform programme fed into the development of a 
new national framework for local action.  Ambitions for Palliative and End of Life 
Care3 was produced in 2015 by the National Palliative and End of Life Care 
Partnership and forms the current overarching context within which NHS Hospital 
Trusts and others, including the delivery team for Botb, are working.   

The framework sets out a clear vision of the future in terms of six ambitions, 
representing the desired end point of improvement (Figure 12) 

Summary of evaluation evidence 

¶ There is good evidence that Botb has built on the learning of previous 
programmes such as Transform by offering an opportunity for sites to address 
gaps in their system.  It did this by supporting them to implement ñtried and 
testedò tools and interventions that have been elsewhere and which fit within 
the current framework for PEOLC.   

¶ In particular, there is evidence that it supported sites to spread the remit of their 
improvement work beyond the boundaries of the PEOLC team.   

 ̄ It has been successful in building on previous work in in terms of the 
deployment of improvement to the wider system of care.  

 ̄ It can be seen as having achieved its aim of ñestablishing new areas of 
focusò in terms of the scope and reach of PEOLC as a component of 
good care throughout the acute setting. 

¶ There is no evidence that Botb has stimulated innovation in PEOLC models, but 
this is to be expected given that it was delivered within the context of an existing 
framework with identified building blocks for an optimised system. 

¶ There is evidence that the programme set out to build on learning about how to 
achieve improvement through the tools disseminated as part of the programme.  
With the exception of measurement for success (where evidence is patchy) this 
is reflected in the local improvement work to date. 
 

Beyond the ev aluation - headline messages  

This section lies beyond the formal scope of the evaluation which forms the bulk of this 
report.  However, the report authors made a number of observations during their work 

                                                
3 Ambitions for Palliative and End of Life Care: a national framework for local action 2015-2020, National Palliative 

and End of Life Care Partnership, 2015 

To what extent can we demonstrate that the Botb programme has built on 
the learning from previous End of Life Care Hospital Improvement 
programmes? 
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relating to the Botb programme and the wider area of PEOLC improvement, set out in 
section 25 and summarised below. 

¶ This evaluation has been constrained by the availability and variability of data 
providing quantified evidence of improvement, especially in relation to the potential 
and actual impact of changes made at local level by participating sites. Future 
iterations of Botb could be more bullish in relation to developing measurement. 

¶ There is no evidence that Botb has stimulated innovation in PEOLC models, but this 
is to be expected given that it was delivered within the context of an existing 
framework with identified building blocks for an optimised system. While Botb has not 
led to major innovations in PEOLC systems, it has been effective in supporting sites 
to implement tried and tested interventions. 

¶ Although the interventions deployed within Botb were tried and tested óbasicsô, the 
programme supported the participating sites to turn their focus outside the PEOLC 
team itself and to work with colleagues in other specialties and/or care sectors.  This 
in itself represents a significant shift in approach. 

¶ The Community of Practice has become a valuable tool for its participants and (as 
a forum for collecting and sharing experiences and ideas) for the wider PEOLC 
community.  However, to survive and thrive it will need continued investment and 
continued commitment and support from participating sites.  

¶ The Building on the Best programme was, as its name suggests, designed to work 
with sites which were already at the front of the pack in terms of their PEOLC systems 
and their approach to improvement. If these ñbestò sites recognised that they had a 
long way to go, there is clearly significant scope for others elsewhere to work on 
the basics.   

¶ Botb was successful in creating a network that worked between sites.  The 
Community of Practice has been effective in supporting sharing of ideas and 
encouraging people to ñpinch with prideò.  As such, Botb is a successful example 
of a change platform, as championed by NHSEôs Horizons Group 

¶ Sites identified a consistent set of factors which worked as barriers to implementing 
or embedding change in their system. None of these are peculiar to Botb or PEOLC. 
Future iterations of the programme could potentially start from the position that the 
same issues are likely to recur and address them up front. 

 

Recommendations  

For programme commissioners and planners 

¶ Continue to support the CoP for existing participants 

¶ Roll out the Botb programme as a model of networked improvement 

¶ Strengthen the measurement element of future programmes 

¶ Address the known barriers to change  

¶ Consider additional evaluation of the current programme  

¶ A collaborative group such as the CoP may benefit from the use of a much simplified 
relational survey  

¶ Communicate the benefits of Botb as a change platform 

For participants 

¶ Keep contributing to the CoP ï keep on ñpinching with prideò 

¶ Continue work on your existing improvement plan 

¶ Consider how change can be measuredï donôt be afraid to do something simple 

¶ Consider how you could roll out the changes you make to other areas  

¶ Expect enthusiasm from colleagues and partner organisations  

¶ Expect the óusualô barriers to change and take a proactive approach to managing them 
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1  About this document  

This document forms the final report on Whole Systems Partnership (WSP)ôs evaluation 
of the Building on the best (Botb) programme on palliative and end of life care4 (PEOLC) 
in acute hospitals in England5. 

WSP carried out the evaluation from May 2017 to June 2018. 

This report sets out WSPôs evaluation of the effectiveness of the programme and its 
impacts on the delivery of end of life care up to the end of the programme in March 2018.  
Given the nature of the programme and the local work which has been taken forward 
within it, we have included a section at the end of this report identifying the potential for 
future evaluation to supplement this work by assessing the longer term impacts of the 
programme.  

1.1 Structure of this report 

Part 1 sets out the background to the programme and its evaluation.  0, Part 3 and 
Part 4 present the findings of each element of the evaluation.  Part 5 brings the 
elements together and relates the findings to the evaluation questions.  It also sets 
out some recommendations for the project stakeholders relevant to the 
development of future programmes in PEOLC, and more widely to agencies looking 
to develop improvement programmes of a similar scale and scope in other fields of 
health and care. 

A glossary of abbreviations used in this report is included as Appendix 1. 

1.2 Acknowledgements 

The authors of this report would like to thank the programme team, notably Anita 
Hayes, Michelle Barclay and Paul Hayes.  Their contributions have been especially 
valuable in relation to providing information on the context and content of the 
programme, and in assembling and preparing case study data.   

Thanks are also due to local site teams for their co-operation in responding to 
requests for data, interviews and survey responses throughout the evaluation 
period. 

 

Part 1  Background to the programme and the  evaluation 

framework  

2  The p olicy and service environment  

2.1 Acute care 

Our acute hospital systems are under significant pressure from a combination of 
growing demand and changing demographics.   

It is clear from other work that WSP has undertaken that demand for acute care, 
and particularly unscheduled emergency care at A&E or as an admission, often 

                                                
4 This report follows the General Medical council definition of óend of lifeô as including patients who are likely to 

die within the next 12 months.  For the full definition please see www.gmc-uk.org/-
/media/documents/Treatment_and_care_towards_the_end_of_life___English_1015.pdf_48902105.pdf 

5 The programme in Scotland has not been included in this evaluation.  See section 3.5 and Appendix 2. 

 

https://www.gmc-uk.org/-/media/documents/Treatment_and_care_towards_the_end_of_life___English_1015.pdf_48902105.pdf
https://www.gmc-uk.org/-/media/documents/Treatment_and_care_towards_the_end_of_life___English_1015.pdf_48902105.pdf
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outstrips any assessment of changing underlying population health needs6.  Whilst 
different policy contexts may be in place across the UK, the challenges of 
addressing rising demand and the range of presenting needs is common to 
all.  There are also consistent priorities for local system transformation for acute, 
and particularly unscheduled care, that seek to address this rising demand, 
primarily looking to meet needs in alternative settings outside of hospital that are 
safe and appropriate to need.  This applies to ópre-hospitalô urgent care needs as 
well as to discharge pathways, both of which aim to reduce pressure on the acute 
sector. 

In this context there is a risk that palliative and end of life care needs can go 
unnoticed, particularly where a growing percentage of such needs are amongst the 
frail.  From recent WSP analysis in Derbyshire7, someone who is frail or who has 
complex needs is 5 times as likely to be admitted for an unscheduled hospital stay 
than the rest of the adult population.  In the West Kent3 study, for the high and very 
high frailty patient cohort we have estimated that people will, on average, have 4 
unscheduled admissions in their last seven years of life, any one of which could 
signal the need for palliative or end of life care. 

It is therefore critical to both the sustainability of our acute care system and the 
quality of care we aspire to provide for people toward the end of life that palliative 
and end of life care needs are appropriately identified, supported and 
communicated within and between different sectors of the care system. 

2.2 Palliative and end of life care 

End of life care is core business of acute hospitals with around half of the 570,000 
people who die in the UK each year dying in hospital. Hospitals are also an 
important care provider for people in the last year of their life. A study based on a 
census of all inpatients in 25 Scottish teaching and general hospitals found that just 
under one third of the patients died within a year of the census date . Whilst there 
has been good progress made there is much to do to achieve high quality end of 
life care for all. 

A recent briefing paper produced by the Progressive Policy Think Tank (2018)8 
highlighted that people are less likely to experience good quality of care in hospitals.   

The 2015 VOICES survey9 found that family members of people cared for in 
hospitals are consistently less likely to express satisfaction with the quality of end 
of life care their loved one receives. In addition, the National Palliative and End of 
Life Care Partnership (2015)10 identified ñunacceptable variations in aspects of 
palliative and end of life care such as access to pain control, related to different care 
settingsò, and the Health Service Ombudsman11 found that the ñreasonable 
expectation that an older person or their family may have of dignified, pain-free end 
of life care, in clean surroundings in hospital, is not being fulfilledò. 

Our Commitment to you for end of life care:  The Government Response to the 
Review of Choice in End of Life Care (2016)12 set out a clear expectation of the 

                                                
6 See, for example, work done by WSP in West Kent on STP population health modelling for Local Care. For more 

information see www.thewholesystem.co.uk/wsp-client-work/  
7  Information available at www.thewholesystem.co.uk/wsp-client-work/  
8  Available at www.ippr.org/research/publications/end-of-life-care-in-england 
9  National Survey of Bereaved People (VOICES): 

www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthcaresystem/bulletins/nationalsur
veyofbereavedpeoplevoices/england2015 

10  Available at www.endoflifecare-intelligence.org.uk/resources/publications/what_we_know_now_2014 
11  www.ombudsman.org.uk/sites/default/files/Dying_without_dignity.pdf 
12    assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/536326/choice-

response.pdf 

http://www.thewholesystem.co.uk/wsp-client-work/
http://www.thewholesystem.co.uk/wsp-client-work/
http://www.ippr.org/research/publications/end-of-life-care-in-england
http://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthcaresystem/bulletins/nationalsurveyofbereavedpeoplevoices/england2015
http://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthcaresystem/bulletins/nationalsurveyofbereavedpeoplevoices/england2015
http://www.endoflifecare-intelligence.org.uk/resources/publications/what_we_know_now_2014
http://www.ombudsman.org.uk/sites/default/files/Dying_without_dignity.pdf
file:///C:/Users/Ayala/Documents/NCPC/assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/536326/choice-response.pdf
file:///C:/Users/Ayala/Documents/NCPC/assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/536326/choice-response.pdf
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standard of care that everyone should be offered as they approach the end of 
theirlife, ensuring care is both high quality and personalised (Figure 1).  

Figure 1: the national commitment (source: Our Commitment to you for end of life care: The 
Government Response to the Review of Choice in End of Life Care (Department of Health, 
2016)) 

The same paper highlights that for some hospital is the preferred place of care.  
Understanding the best models of care to support quality and efficiency is 
imperative if we are to meet the increasingly complex future demand for palliative 
and end of life care across the population.  

Research in 201713 estimated that the number of people needing  palliative care is 
set to increase by 42% by 2040 with at least 160,000 more people each year likely 
to use services including pain management of chronic illnesses and end-of-life care 
at hospitals, hospices, and at home .The impact of co morbidities, older age 
survival, new treatments and technology will all place significant pressure on us to 
deliver more effective, efficient and compassionate services acknowledging the 
importance of communities and carers in supporting a whole system model for 
palliative and end of life care. Education and training and supporting the workforce 
will be vital if we are to meet future needs. 

It is important to note the Botb programme was initiated at a time of significant 
change across the NHS Health and Care system with unprecedented demand and 
austerity. The NHS Five Year Forward View14 and the NHS Mandate15 both highlight 
the importance of end of life care. However, many STPôs Transformation plans do 
not include end of life care as a priority16. At the same time the new models of care 

                                                
13   www.kcl.ac.uk/newsevents/news/newsrecords/2017/05-May/At-least-42-more-people-will-need-palliative-care-

in-England-and-Wales-by-2040.aspx  
14 www.england.nhs.uk/wp-content/uploads/2014/10/5yfv-web.pdf  
15assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/691998/nhse-

mandate-2018-19.pdf 
16 endoflifecampaign.org/wp-content/uploads/2017/10/STP-one-pager.pdf 

Our commitment to you is that, as you approach the end of life, you should be given the 
opportunity and support to:  

¶ have honest discussions about your needs and preferences for your physical, mental 
and spiritual wellbeing, so that you can live well until you die;  

¶ make informed choices about your care, supported by clear and accessible 
published information on quality and choice in end of life care; this includes listening 
to the voices of children and young people about their own needs in end of life care, 
and not just the voices of their carers, parents and families;  

¶ develop and document a personalised care plan, based on what matters to you and 
your needs and preferences, including any advance decisions and your views about 
where you want to be cared for and where you want to die, and to review and revise 
this plan throughout the duration of your illness;  

¶ share your personalised care plan with your care professionals, enabling them to 
take account of your wishes and choices in the care and support they provide, and 
be able to provide feedback to improve care;  

¶ involve, to the extent that you wish, your family, carers and those important to you 
in discussions about, and the delivery of, your care, and to give them the opportunity 
to provide feedback about your care; 

¶  know who to contact if you need help and advice at any time, helping to ensure that 
your personalised care is delivered in a seamless way. 

 

http://www.kcl.ac.uk/newsevents/news/newsrecords/2017/05-May/At-least-42-more-people-will-need-palliative-care-in-England-and-Wales-by-2040.aspx
http://www.kcl.ac.uk/newsevents/news/newsrecords/2017/05-May/At-least-42-more-people-will-need-palliative-care-in-England-and-Wales-by-2040.aspx
http://www.england.nhs.uk/wp-content/uploads/2014/10/5yfv-web.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/691998/nhse-mandate-2018-19.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/691998/nhse-mandate-2018-19.pdf
http://endoflifecampaign.org/wp-content/uploads/2017/10/STP-one-pager.pdf
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programme and 7 day services, Emergency Care Improvement Programme and 
Patient Safety Collaboratives have all had a local interface for teams to understand 
and align. This complexity was the constant backdrop throughout the programme 
along with some teams experiencing numerous senior management changes 
during the programme lifecycle.  

The programme hypothesis was that the community of practice provided an 
opportunity to consider ways to develop resilience and to consider change in 
complex environments. Equally of note, the many improvement initiatives across 
the system, some of which complemented Botb (eg The Point of Care Foundation 
End of Life Care projects17) and ultimately Botb have learning to offer others with 
lessons learnt and shared in this report. 

3  About the Building on the best (Botb)  programme  

3.1 Building on the best Programme Vision  

Through the combined experience and expertise in end of life care, the 
partnership between NCPC latterly Hospice UK ,Macmillan Cancer Support 
and the Participating Acute Trusts will enable the support, knowledge and 
leadership required so that everyone in hospital approaching end of life 
receives high quality care that respects theirs and their loved onesô personal 
wishes and needs. 

The Building on the best programme was designed to build on the strong 
foundations of the NHS Transform Programme.  This programme had already 
established good practice for end of life care within the National Health Service 
(NHS) in England using a quality improvement approach, priority key enablers, and 
was rolled out across 50 acute Trusts to develop new areas of focus for improving 
end of life care18.   

Building on the best aimed to develop further new areas of focus for improving end 
of life care initially in 10 pilot sites in England, with a further roll out anticipated 
across the rest of the UK:  in Scotland, 3 sites joined the programme at a later date.  
The full evaluation framework assesses the effectiveness of the programme both 
as an intervention at programme-wide level and as a driver for change at the local 
level, thereby contributing to learning for any future development. 

3.2 Development of the programme 

The programme was initially commissioned by Macmillan Cancer Support and 
developed by the National Council for Palliative Care (NCPC), latterly Hospice UK, 
working in partnership with Macmillan Cancer Support, NHS England and NHS 
Improvement.  

 As part of an early desk-based review of the literature a long list of 11 potential 
areas for improvement were identified during the scoping phase of the programme. 

 Subsequently four key areas for change were identified:  Handover of care, shared 
decision making, pain and symptom management and outpatients.  

These four opportunities for improvement were identified, and agreed between 
Macmillan Cancer Support and Hospice UK, following a wide stakeholder 
consultation /prioritisation event importantly involving people with personal 
experience and a wide range of clinical experts from across the field. 

                                                
17 www.pointofcarefoundation.org.uk/news/living-well-end-pfcc-project-update/ 
18 The ñRoute to successò document produced in 2015 as part of this programme is available at 

www.england.nhs.uk/wp-content/uploads/2016/01/transforming-end-of-life-care-acute-hospitals.pdf 

http://www.pointofcarefoundation.org.uk/news/living-well-end-pfcc-project-update/
http://www.england.nhs.uk/wp-content/uploads/2016/01/transforming-end-of-life-care-acute-hospitals.pdf


11 
 

3.3 The programme in England 

Acute Trusts in England were invited to submit expressions of interest to become 
part of the programme.  An application expression of interest form was devised to 
ensure that Trusts applying met the essential criteria including: 

¶ Clear executive support for being part of the programme 

¶ Trusts demonstrating existing quality improvement activity in end of life care 

¶ Evidence of data collection  

¶ Alignment with the Trusts quality plans 

Colleagues from Macmillan cancer support, NHS England, NHS Improvement and 
Hospice UK were involved in the selection of ten teams to take part in the 
programme; 

The programme was formally launched with the ten acute Trusts in England in 
March 2016.  

The participating Trusts are generally referred to as ósitesô or ólocal sitesô in this 
report to distinguish them from the central programme team.  

3.4 Programme Resources 

A small central team was appointed to support the programme delivery and provide 
quality improvement coaching and support. The team was responsible for the 
design and all operational management of the programme including development 
of a logic model, programme management office, event planning, communications, 
reporting and supporting evaluation.  

A community of practice was established as a primary vehicle to support the Trustsô 
PEOLC clinical teams throughout the delivery phase of Botb and a combination of 
face to face meetings and virtual web based sessions were facilitated by the team. 

3.5  The programme in Scotland 

In Scotland, the programme is being delivered by the Scottish Partnership for 
Palliative Care (SPPC) and Macmillan Cancer Support with the first site team 
engaged from January 2017 and a sequential approach to the rollout of the 
programme to two additional sites over two years. 

In addition to the start dates, there were significant differences in how the 
programme has been delivered in each country with the English programme 
focusing on providing developmental support for local teams to plan and deliver 
change within their own system, and the Scottish programme providing more 
hands-on improvement support for local development. All teams were working with 
the same overall vision, theory of change and evaluation framework. 

Information from both the English and Scottish programmes was collected in the 
course of the evaluation work.  However, given the differences in structure and 
timing of the programme in the two countries, the information received in relation to 
the Scottish programme was not comparable with that from England.  

It was agreed by the programme team that the current stage of evaluation should 
be limited to the programme in England. Additional evaluation will be required to 
understand the impact of Botb in Scotland, and to enable meaningful comparisons 
between the two programmes.  Consequently, information collected from the 
Scottish programme has been excluded from the analysis that follows.  Further 
information is provided in each section.   
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A separate report on the current status of the programme in Scotland as at June 
2018 was developed by the programme lead for Scotland and is included as 
Appendix 2 to this report. 

3.6 Wales and Northern Ireland 

Teams in Wales and Northern Ireland were invited to take part in the Botb 
programme by the commissioning partners but were unable to do so due to other 
priorities.  PEOLC leads from both countries were invited to participate in the 
community of practice and information about the programme was shared 
throughout with them.   

3.7 Programme approach 

The programme was designed using a loose IHI collaborative methodology19 but 
was not prescriptive about specific interventions within the 4 topic areas. The team 
provided a national overview of the literature and encouraged teams to understand 
their local context for change and priorities/baseline within that construct. The 
programme design took inspiration from recent thinking on transformation 
championed by Helen Bevan and NHSIQ20.    It encouraged teams to explore 
working ñat the edgeò and across traditional boundaries, for example to initiate 
change in the outpatient setting with other specialities outside traditional palliative 
care. 

An overall UK wide programme logic model was developed outlining the theory of 
change approach and the expected long term outcomes.  The paper containing the 
logic model is shown in Appendix 3. 

The basic programme approach is shown in  

Figure 2. 

 

Figure 2: Botb logic model (source:  Botb programme team) 

                                                
19http://www.ihi.org/resources/Pages/IHIWhitePapers/TheBreakthroughSeriesIHIsCollaborativeModelforAchievin

gBreakthroughImprovement.aspx 
20 http://theedge.nhsiq.nhs.uk/new-era-of-thinking-and-practice-in-change-and-transformation-a-call-to-action-for-

leaders-of-health-and-care/ 

http://www.ihi.org/resources/Pages/IHIWhitePapers/TheBreakthroughSeriesIHIsCollaborativeModelforAchievingBreakthroughImprovement.aspx
http://www.ihi.org/resources/Pages/IHIWhitePapers/TheBreakthroughSeriesIHIsCollaborativeModelforAchievingBreakthroughImprovement.aspx
http://theedge.nhsiq.nhs.uk/new-era-of-thinking-and-practice-in-change-and-transformation-a-call-to-action-for-leaders-of-health-and-care/
http://theedge.nhsiq.nhs.uk/new-era-of-thinking-and-practice-in-change-and-transformation-a-call-to-action-for-leaders-of-health-and-care/
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3.8 Programme structure 

The programme was organised around key themes relevant to end of life care in 
acute hospitals.  These were developed by the delivery team in partnership with a 
stakeholder group, through a process of scoping the evidence base to identify 
priority areas likely to have the greatest contribution to improving end of life.   

The themes were: 

¶ Shared decision-making 

¶ Pain and symptom management  

¶ Outpatient appointments (in relation to discussions about advance/ anticipatory 
care planning) 

¶ Handover (see 3.8.1)  

3.8.1 Note on definition of óhandoverô 

There was some inconsistency in the programme communications relating to the 
definition of this theme.  The logic model refers to ñhandover between acute and 
primary careò, although the accompanying detail includes elements of both 
community and social care in addition to primary care.  The programme launch 
materials refer to ñhandover between acute and secondary careò, and this 
appears to refer to handover between PEOLC and other secondary care 
specialties.   

This inconsistency may have resulted in a relatively low uptake of this theme as 
a planned area of activity by the participating sites as shown in Table 1.  
However, as discussed in this report, the design of the programme allowed sites 
to be flexible in planning and implementing change and it is therefore unlikely 
that the inconsistency of definition prevented sites from working on any particular 
type of intervention identified as a priority for their system.  

In this evaluation, we have assumed the most comprehensive definition of 
ñhandoverò applied to the work done under the programme, ie that it refers to the 
interface between PEOLC and any other specialism, team or care function. 

3.9 Participation in the programme by local sites and overall range of 
interventions for evaluation 

Participating sites were supported to develop a local improvement plan.  There was 
no requirement for sites to introduce specific interventions, or to restrict the local 
plan to interventions relating only to one or more of the themes. 

At the start of the programme each site identified one of more of the four programme 
themes which they wished to work on, as shown in Table 1: 

 

Programme theme 
Number of sites (of 10) 
indicating intention to 

include, April 2018 

Shared decision-making 7 

Pain and symptom management 6 

Outpatient appointments (in relation to discussions 
about advance/ anticipatory care planning) 

8 

Handover (see 3.8.1 for note on definition) 5 

Table 1: expected participation of sites by programme theme (source: Botb delivery team) 
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Within this report, the themes have been used as a framework to classify and 
analyse the individual interventions made at local level, rather than as a descriptor 
for each siteôs whole improvement plan.  

The programmeôs developmental approach meant that each site was free to 
develop a plan that took account of existing local systems and needs.  The resulting 
plans are, as would be expected, extremely diverse and there is little commonality 
between the interventions identified across all the sites.  This presents challenges 
in evaluating the effectiveness of individual interventions, as opposed to the impact 
of the programme as a whole.  These challenges are discussed in more detail in 
the sections that follow.  

3.10 Programme content 

The programme comprised a range of events, activities and support functions as 
outlined below: 

¶ A Community of Practice (CoP) was established from the programme launch. 
The CoP was supported by:  

 ̄ Provision to the site teams by the HUK programme team of the 
ósustainability toolkitô including driver diagrams and action planning;  

 ̄ Monthly webinar and then ECHO sessions. Twenty of these sessions 
were run during the programme.  

 ̄ Monthly bulletins issued by the programme team.  

 ̄ Support for site teams to identify their priority areas for change. Within 
the four priority areas, site teams could choose one or more areas as a 
priority.  

¶ All site teams were visited three times by the programme team. Site visits were 
timed to ensure that the teams were progressing, were ready for the next steps 
or during periods when additional support and input may be required. Site team 
visits included representation from Macmillan regional teams, where they were 
able to attend;  

¶ Two sets of cluster events were held. Site teams in England split into two / three 
groups for events.  

 ̄ July 2016 ï to support teams with their driver diagrams / identify priorities 
following analysis and diagnostics;  

 ̄ October 2017 ï for teams to present their emerging case studies and 
gain peer support and challenge. These three cluster events also 
included óresilience and self careô workshops.  

¶ Four face to face events:  

 ̄ Programme launch event at Keele University in March 2016. 
Representatives from all of the ten teams in England were present with 
the programme team;  

 ̄ December 2016 ï site teams presenting to each other their case for 
change. A supportive óconfirm and challengeô day;  

 ̄ June 2017 ï sharing and swapping of ideas. Changes being tested and 
results measured. Teams learning from each other. Discussion 
regarding the evaluation;  

 ̄ June 2018 - an event for teams to celebrate being part of Building on the 
best, share projects and learning.  

¶ To support the legacy from the programme, all site teams (including Scotland 
and Wales) will be given access to Hospice IQ. This is a platform for sharing 
information, case studies and interventions.  It is also a platform for hosting 
discussion and debate regarding clinical practice.  
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3.11 Programme completion 

The initial Botb programme in England was completed in March 2018.    

4  Evaluation aims and questions  

4.1 High level aim 

The original high level aim forming the basis for the development of the evaluation 
framework and the evaluation itself, as defined by the partner organisations, was to 
answer the following question: 

What impact has the Building on the Best programme had on improving 
the quality, experience and outcomes for patients, and their carers, at 
the end of their lives in acute hospital Trusts across the 10 sites in 
England and sites recruited across Wales, Northern Ireland and 
Scotland?21 

4.2 Project-specific evaluation questions 

The partner organisations recognised a number of challenges in trying to directly 
address the high level aim within the lifetime of the programme itself: 

¶ Firstly, the impacts of the programme on local delivery of end of life care were 
unlikely to be fully realised by the end of the programme, although it was 
expected that some changes would have started to take effect.   

¶ Secondly, other improvement activity within end of life and palliative care, 
alongside the transformational changes currently taking place across the health 
and care system, would mean that attributing benefits directly to the Botb 
programme would be difficult. 

Three more direct and achievable evaluation questions were therefore developed 
by the partner organisations22: 

Q1  What interventions have been effective in:  

¶ Ensuring that the holistic needs and wishes of patients, and their carers, 
are identified, assessed, recorded and accessible to the staff that are 
involved in their care?  

¶ Supporting patients, and their carers, to become increasingly in control 
of their care - as much as they want to - with a view to maximising their 
comfort and wellbeing and focusing on what matters to them as 
individuals, thereby improving the experience of care in the last 
months/weeks/days of life?  

Q2  What impact has the Botb programme had on:  

¶ The adoption of these interventions?  

¶ The capability, capacity, and resilience of staff to carry out improvement 
activity at the front line? 

Q3  To what extent can we demonstrate that the Botb programme has built on 
the learning from previous End of Life Care Hospital Improvement 
programmes? 

These questions formed the basis of the evaluation framework and have been used 
as the basic structure for this report.  

                                                
21 Source:  Invitation to Tender for the development of a monitoring and evaluation framework and plan 
for óBuilding on the bestô, NCPC, August 2016 

22 Source:  Invitation to Tender for the development of a monitoring and evaluation framework and plan 
for óBuilding on the bestô, NCPC, August 2016 
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4.3 Timing of this evaluation and longer term impacts of the programme  

It was recognised by the programme team that there were still challenges in 
addressing the project-specific evaluation questions through an evaluation taking 
place immediately after the end of the programme itself.   This evaluation was 
commissioned in the context of this recognition. 

This evaluation (reporting in June 2018) can therefore only provide an initial picture 
of the long term value of the programme to the system as a whole.  It is 
recommended that the programme delivery partners should consider further rounds 
of evaluation in future to identify additional local system improvements and the 
extent to which they are attributable to the programme. 

5  Development of the  evaluation  framework  

5.1 Original proposed framework 

Whole Systems Partnership developed an evaluation framework for the Botb 
programme in 2017.  The full report and recommended framework is available from 
the programme board. 

5.2 Revised framework 

The Macmillan UK oversight programme board considered the report in April 2017 
and approved the implementation of a scaled down version of the full framework.  
This took into account: 

¶ Constraints on the resources available (funding for external evaluation, capacity 
of local sites, capacity of programme team) 

¶ The potential requirement for ethics and governance approval at local level for 
some elements of the full framework. 

The programme team in April 2017 developed the following diagram, summarising 
the agreed elements of the evaluation and the identified team(s) responsible for 
delivering each one. 

 

Figure 3: April 2017 evaluation framework proposal (source:  Botb delivery team) 

Whole Systems Partnership was commissioned in May 2017 to deliver the role of 
the external evaluation partner, based on this revised framework. 
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5.3 Subsequent changes 

5.3.1 Relational value 

Subsequent to this overview, it was agreed that WSP would also take the lead in 
the relational value (Rv) element of the evaluation.   

Due to time and resource constraints within both local sites and the delivery 
team, the scope of the RV element was also restricted and the final evaluation 
was only able to assess the quality of relationships amongst the Botb community 
of practice (Q2), and not, as originally proposed, the quality of relationships within 
individual sites (Q1). 

5.3.2 Peer review 

Peer review was not pursued in depth but addressed in relation to sitesô case 
studies within the community of practice.  Review sessions were held by the 
delivery team at the cluster events held in October 2017. Each site presented 
their draft case studies with a view to getting feedback from their peers.  No 
formal evaluation methodology was used.  Sites were encouraged to use the 
discussion and challenge at these sessions to develop their final case studies. 

5.4 Final evaluation framework 

The final evaluation framework is shown in Figure 4. 

 

6  Framework structure  

  

Figure 4: final evaluation framework, June 2018 (source: WSP) 

As summarised in Figure 4, there are five elements of the evaluation which have been 
brought together in this report: 

¶ Headline process measures 
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¶ Local case studies 

¶ Questionnaire and interviews with local site representatives 

¶ Relational value assessment 

¶ Desk research and analysis 

Parts 2, 3 and 4 below assess the findings of each element of the evaluation. 

7  Data in this evaluation report  

7.1 Confidentiality and data sharing 

As the external evaluation partner, WSP agreed and signed a data sharing 
agreement with NCPC/HUK relating to this work. 

All the data provided by individual sites to either the programme team (and 
subsequently shared by the programme team with WSP) or direct to WSP for the 
purposes of evaluation (including case studies, interviews, headline measures data 
and responses to questionnaires) has been treated as confidential.   

7.2 Coding of site specific data ï effectiveness of interventions (Q1) 

Sites have been allocated a code letter from A to J. 

Any site-specific data referred to or quoted in this report in relation to: 

¶ Headline process measures 

¶ Case studies 

is identified only by code letter.  

Each site lead has been made aware of the siteôs own code letter, enabling each 
site to identify where its data has been used in the report.  

The full set of code letters has been shared with the programme team in line with 
the data sharing agreement. 

7.3 Site specific data ï impact of the programme (Q2) 

Any site-specific data referred to or quoted in this report in relation to: 

¶ The programme effectiveness survey and follow-up interviews 

¶ Relational value surveys 

is reported anonymously.   

Data relating to Q2 has not been shared with the programme team, since evaluation 
was collected directly by WSP as external evaluation partner and relates to the 
effectiveness of the programme teamôs work. 
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Part 2  Evaluation of intervention effectiveness  (Q1)  

8  About this part  

8.1 Data included in Q1 evaluation 

In evaluating the programme against this question, two sets of data have been 
considered: 

¶ Data collected by the programme team in relation to the headline process 
measures agreed as part of the evaluation framework (discussed in section 9). 

¶ Case studies from each site about the interventions undertaken as a result of 
the local plan developed as part of their participation in the programme 
(discussed in section 10).   

Both sets of data have been used to develop the analysis of the interventions 
undertaken, and their effectiveness, set out in sections 9 to 13. 

8.2 Roles in Q1 evaluation 

The Botb programme team was responsible for collection, initial analysis and review 
of data from the case studies and process measure returns, including identification 
of key examples and quotes appearing in this section of the report.  WSP was 
responsible for data analysis and for final evaluation and reporting. 

8.3 Coding of data in Q1 evaluation 

For this part of the evaluation, sites are referred to by their code letters (reminder: 
these codes have been shared by WSP with the programme team who were 
responsible for collecting and reporting case study data). 

9  Headline  process measure  data  

9.1 Development of headline process measures 

A set of headline measures was agreed with the programme team as part of the 
evaluation framework, with the objective of providing ongoing evidence of process 
change within local systems, relating to each of the four programme themes, which 
could be compared across sites as an overall relative measure of improving 
effectiveness. 

In developing this set of measures, consideration was given to the possible use of 
existing metrics such as those being considered at the time as part of a future End 
of Life Care Atlas of Variation.  However, it was concluded that these would not be 
appropriate for the Botb programme for a number of reasons: 

¶ They looked only at the last episode of care in the patientôs life;  

What interventions have been effective in:  

¶ Ensuring that the holistic needs and wishes of patients, and their carers, 
are identified, assessed, recorded and accessible to the staff that are 
involved in their care?  

¶ Supporting patients, and their carers, to become increasingly in control 
of their care - as much as they want to - with a view to maximising their 
comfort and wellbeing and focusing on what matters to them as 
individuals, thereby improving the experience of care in the last 
months/weeks/days of life?  
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¶ They related to all hospital services, whereas Botb relates only to a subset of 
them; 

¶ They related only to patients who died in hospital, whereas Botb relates to all 
patients within the local scope, ie those who died in hospital, those who died 
elsewhere, and those who have not yet died. 

It was recognised that data collection for this element was likely to involve some ad-
hoc data collection or extraction.  However, it was agreed by the programme team 
that this was justified to produce targeted information on the actual adoption of good 
practice.  The chosen measures were intended to align as far as possible with 
existing collection with the intention that they would minimise the burden of 
collection and reporting for already busy local teams.  

The headline measures were shared with local sites at the cluster events in October 
2017 and it was agreed that sites would contribute data for use in evaluation. 

9.2 The headline process measures 

The headline process measures for each programme theme are shown in Table 2. 

 

Programme theme Headline process measure 

Shared decision 
making 

In the past 3 months, the % of current patients (within the 
local scope) where there is evidence of shared decision 
making supporting their needs and wishes for EoLC 

Pain and Symptom 
Management 

The % of current patients (within local scope) for whom 
anticipatory prescribing is in place and recorded 

Handover The % of people seen in the past 3 months discharged to 
primary care (within local scope) where there is evidence 
that their needs and wishes for EoLC have been 
communicated to the primary care team23 

Outpatients The % of outpatients, seen in the past 3 months (within the 
local scope), where there is evidence of a conversation or 
signposting in relation to EoLC / palliative care needs. 

Table 2:  headline process measure by theme (source:  WSP) 

óLocal scopeô refers to the areas (specialties, wards, teams, sites etc) in which each 
local team was working.  The objective was to achieve some level of comparability 
(in terms of the scale of improvement over time) between interventions relating to 
the same programme theme, while recognising that they would each be being 
implemented in different contexts and from a different baseline level of 
performance. 

9.3 Data collection methodology 

Sites were asked to contribute quarterly data in relation to the measures relevant to 
their work from July 2017 to March 2018.  A template was provided by the 
programme team.  A copy of the template is shown in Appendix 4. 

9.4 Alternative process measures 

It was recognised that the headline measures would not be suitable for all sites or 
all the planned work, for example in the case of a site working on handover between 

                                                
23 This measure related to the original scope of this theme which was more tightly defined as relating to acute to 

primary care handover only.  In practice the theme was taken to refer to any handover between functions as 
discussed in 3.8.1.  However, sites did have the opportunity to define and report an alternative measure 
relevant to their work on handover. 
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two acute care functions as opposed to between acute and primary care.  In this 
case sites were asked to indicate an alternative measure which could be used to 
assess the effectiveness of their intervention.  They were again asked to submit 
information at four time points from July 2017 to March 2018. 

9.5 Data submitted 

For each of the four programme themes, the pattern of data submitted in relation to 
the headline measures was similar: 

¶ Only some of the sites returned data: 

 ̄ For handover (the theme with the highest number of planned 
interventions in the heat map), only 5 of the 10 sites submitted any data.  
For the other themes data were received from 6 sites (pain and symptom 
management), 5 sites (shared decision making) and 1 site (outpatients) 

 ̄ The data sources included some in which data was sampled (and thus 
represented only a proportion of the relevant activity) as well as a small 
number where electronic or other records were able to deliver the data 
for 100% of relevant activity in the period.  

 ̄ Of those sites that did provide data, most were for one or two time points 
only 

 ̄ Where sites did provide a complete series of time points, most did not 
indicate a change in performance because the baseline level was at or 
near 100%. 

¶ Other sites used the return to provide commentary on their progress against 
their plan, but with no measurements of change (the comments made have 
been included in the analysis of effectiveness in section 13)   

¶ Only two sites provided data that indicated a change in system performance 
over the period of implementation: 

 ̄ Site B indicated a substantial increase (over 300%) in the proportion of 
inpatients for whom there was a documented treatment escalation plan  

 ̄ Site F indicated a small increase in the proportion of COPD patients with 
an EPaCCS record, lower than planned due to staffing issues 

10  Case study data  

10.1 Case study methodology 

Each of the participating sites in the Botb programme (in England) was asked in 
July 2017 to produce a case study by March 2018 relating to their improvement 
work/journey, to feed into the evaluation of the programme.  A template was 
produced by the team to assist sites in this.  Sites were encouraged to use the 
template as the basis for their work, although it was not a requirement, and case 
studies were produced in a range of formats.  The template is shown in Appendix 
5. Sites were given the opportunity to present their case studies at cluster events 
and to receive feedback from their peers. 

In total, 12 case studies were produced, with Site C producing 3 case studies each 
relating to a different strand of its overall improvement work. 

In developing case studies, sites were encouraged to include available evidence of 
the effectiveness of their interventions in delivering improvement at local level.  
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10.2 Quotes from case study data 

This part of the report includes a number of quotes taken from 
the case studies submitted by the participating sites.  These 
are designed to add richness and context to the overall 
picture.  Although they provide an additional perspective on 
the general óflavourô of the data received, there is no 
implication that the views expressed in are representative of 
all the sites. 

10.3 Published case study data 

Published versions of the posters summarising the sitesô case studies are available 
at www.hospiceuk.org/botb.  

11  Overview of interventions  

Each site participating in the programme developed a local improvement plan The 
approach taken by each of the 10 sites was bespoke to the specific context of their acute 
site; as such they were all very different, with few points of similarity existing even between 
those sites working on the same programme theme.  

Across the programme as a whole, a large number of interventions were developed and 
implemented or in the initial stages of implementation at the time of the evaluation, which 
varied from whole system transformations of approach to end of life care across the Trust 
to targeted interventions working with a single specialty or ward.  

Analysis of case studies / headline process measures against plans (Table 5, below) 
shows the number of sites who reported interventions analysed as belonging to each 
theme, compared to the number who indicated they were intending to work on the theme 
(Table 1:, above). 

11.1 The local improvement plans 

Each site participating in the programme developed a local improvement plan 
outlining the problem(s) they were aiming to address and the plans to address them.  
This allowed for local flexibility and testing of interventions in different contextual 
environments.  

As expected, the resulting local improvement plans were all very different, with few 
points of similarity existing even between those sites working on the same 
programme theme.  

As the programme progressed, sites 
tended to expand the scope of their work 
and to develop plans that were not easily 
attributable to the themes that they had 
originally identified, shown in Table 1:.  
This was perhaps unintended but was in 
line with the developmental nature of the 
programme.   

Sites also noted the importance of the scoping period of a project, particularly when 
working at the edge such as exploring the possibilities of PEOLC working in 
outpatients. 

ñAs with any project, you often donôt 

know what you donôt know until you 

are immersed in the project and you 

gain a better understanding of 

patient pathways and needs.ò 

Case study 

quotes appear in 

text boxes like 

this one 

http://www.hospiceuk.org/botb


23 
 

 

The programme included work on strategies for measuring impact, and sites were 
encouraged to think about measurement and evidencing change as part of their 
local planning work.   

12  Mapping the interventions  

In order to assess the overall way in which interventions were mapped within acute care 
systems at local level, the interventions identified by each site have been mapped across 
two dimensions. 

12.1 By programme theme 

Where possible, interventions have been tagged with the most relevant programme 
theme, from those identified for the programme at outset. In many cases, sites 
worked on a number of themes simultaneously and in this case the individual 
intervention has been plotted against the theme assessed as most directly 
applicable.   

Examples of interventions identified for each theme are shown in Table 3: 

 

Programme 
theme 

Example interventions 

Shared 
decision 
making 
 

¶ Developing a template for patient conversations 

¶ Exploring volunteer-led Advance Care Planning (ACP) 

¶ Combining documentation on ACP 

¶ Ward-based role modelling to support creation of treatment 
escalation plans 

Pain and 
symptom 
management 
 

¶ Standardising documentation of care for terminal agitation of 
patients in three different medical wards 

¶ Implementing standards for timing of opiate prescribing for 
palliative patients 

¶ Introducing a staff knowledge and confidence study on pain 
and symptom management 

Communication 
on handover 
 

¶ Opportunistic training during ward visits 

¶ Introducing rapid PEOLC transfer to enable patients to return 
home within 2 hours of discharge 

¶ Increasing attendance of palliative care clinicians at ward 
rounds leading to informal referral 

Outpatients 
 

¶ Introducing bleep system for OP staff to PC team for help and 
advice  

¶ Promotional materials for patients in outpatient settings 
encouraging them to óstart the conversationô  

¶ Introduction of nurse led outpatient anticipatory care clinic  

Table 3: Examples of interventions identified for each of the 4 themes (source: WSP/ Botb 
programme team) 

ñThis valuable exercise in the pilot area took over 3 months as the understanding of 

many of the aspects of the department was limited or unknown. This function 

identified existing processes, resources and activities within the departmentò 
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12.2 By point of impact 

Interventions have also been assessed by the point of impact in the local care 
system, i.e. the relationship(s) which are subject to change as a result of the 
intervention. 

Each intervention has been assessed as having a 
potential impact on one or more of the ópoints of 
changeô. Where an intervention is working on 
several points of change, it has been plotted against 
the one assessed as most applicable.  

Table 4 provides examples of the interventions identified within each group. 

Table 4: Examples of interventions identified by point of contact (source: WSP/ Botb 
programme team) 

12.3 The intervention óheat mapô 

Figure 5 below shows the number of interventions identified by sites in their local 
plans by programme theme and point of impact.  

Note that Figure 5 is intended to provide a high level overview of the numbers of 
interventions associated with the Botb programme that have been assessed as 
relating to each theme and point of change.  It does not take account of the size, 
ambition or impact of any individual intervention, nor to the extent of crossover 
between themes or points of impact. 

Point of contact ï the 
relationship é 

Example interventions 

é between the PEOLC 
team and patients and 
carers 

Á Trialling the use of a tool to help patients take responsibility 

for their care on discharge  

Á Using an information lounge as a resource for ACP 

Á Using a staff ódeath caf®ô to encourage the collection of 
information on the patient experience 

é within the PEOLC 
team 

Á Securing ongoing funding for a PEOLC community nurse 

specialist 

Á Staff training in communication skills 

Á Developing a pain assessment tool to sit alongside patient 
and carer diaries 

é between the PEOLC 
team and other 
clinicians in other 
specialties or parts of 
the care system 

Á Standardising phone calls to duty doctor on day of 

discharge 

Á A simple survey to identify staff experience/ confidence in 

delivering PEOLC  

Á Trialling a symptom observation chart for use on any ward 

 é between the PEOLC 
team and the 
management of the 
organisation 

Á Work to improve access to local EPaCCS across sites 

Á Introducing a PEOLC session in Trust induction programme 

Á Developing a Trust-wide MDT network of PEOLC 
champions 

 

ά9ƻ[/ ƛǎ ŜǾŜǊȅōƻŘȅΩǎ ōǳǎƛƴŜǎǎ 
ς so work with other teams 
to improve it ς they want 

ownershipέ 
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Figure 5: intervention heat map - numbers of reported interventions by theme and point of 
impact (source:  WSP) 

12.4 Interventions by site ï intentions vs actual  

Table 5 shows the number of sites who reported interventions analysed as 
belonging to each theme, compared to the number who indicated they were 
intending to work on the theme, as shown in Table 1:. 

 

 Site participation (of total 10 sites) 

 April 2016 April 2018 

Programme 
theme 

Intention to 

include 

Intended and 
interventions 

made 

Intended but no 
interventions 

made 

Not intended but 
interventions 

made 

Not intended 
and no 

interventions 
made 

Shared 
decision-
making 

7 4 3 2 1 

Pain and 
symptom 
management  

6 4 2 3 1 

Outpatients 8 3 5 0 2 

Handover  5 5 0 4 1 

Table 5: interventions compared to expected participation of sites by programme theme 
(source: WSP) 

12.5 Comments 

Although it is high level and does not represent the full complexity of the work taken 
forward across the participating sites as part of the programme, the heat map does 
provide some overall indication of the types of interventions that were taken forward 
under the programme: 
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¶ The interventions were almost all outward-facing:  only a small minority worked 
in issues internal to the PEOLC team.  

¶ Of the four themes, handover was the one with fewest sites expressing interest 
at outset.  However, it generated the largest number of individual interventions.  
It should be noted here that this may in part be attributable to confusion about 
the definition of this theme as discussed in 3.8.1.  As the programme 
progressed, work evolved including handovers between PEOLC and a wide 
variety of teams and functions.  

¶ While outpatients received the highest level of expressed interest at outset, few 
interventions were specifically targeted at this element of the system.  However, 
the interventions identified as óhandoverô included some relating to the 
relationship between PEOLC and other hospital specialties which deliver 
outpatient functions. 

¶ The largest number related to the relationship with other clinicians within the 
system, with a twin focus on communications at handover and on supporting 
improvements in pain and symptom management delivered by other clinicians.  
Both of these can be seen as having the objective of spreading awareness of 
PEOLC needs within the wider system and improving the capability of non-
specialists to deliver PEOLC support. 

 

13  The effectiveness of interventions  

13.1 Effectiveness of interventions - needs and wishes of patients and carers  

Many of the interventions made within the programme related to identification and 
recording of the needs and wishes of patients.   

The majority of these interventions focused on improving knowledge and 
confidence of staff both within PEOLC specialties and (especially) in other 
specialties and ward areas, through training and education, leading to increased 
use of existing information resources and/or uptake of new ways of working. A 
smaller number of interventions worked on changes to the information resources 
themselves, with the objective of making them simpler and/or more accessible. 

In both cases, most sites undertook baseline assessments to identify barriers to 
identifying and/or recording needs.  They then developed education and training 
approaches to build staff awareness and confidence and followed up to assess the 
effectiveness of the training staff had received. 

Other interventions sought to raise general awareness of PEOLC needs throughout 
the organisation via, for example, including it in general trust induction programmes 
or creating a ódeath caf®ô for staff.  There is anecdotal evidence that these 

ñMuch more confident now that I know where to access the information. I have had 

chance to look at the Palliative care intranet site and it is very good. I would 

probably not have thought/known to look for information on the intranet prior to the 

input from yourselves. I would have found the info I needed eventually but the 

website is a very useful resource.ò 

  

ñMore confident than I was prior to working with yourselves. I think it will just be a 

case of ótacklingô the subject when it arises. The banner, posters and 

leaflets/booklets are a good resource to enable us to structure/guide any 

conversations that we may have to have.ò  
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interventions have had a beneficial effect on the perceived importance of PEOLC 
within the whole system. 

In a number of cases quantified evidence was produced of increased levels of 
recording, including: 

¶ (Site D) A multi-disciplinary programme of awareness raising, education and 
patient support across the Trust that delivered increases in the level of GSF 
registration and rapid end of life transfers 

¶ (Site H) New anticipatory care prescribing guidelines and procedures that led to 
a rise in prescribing levels 

¶ (Site B) Changes to the template for Treatment Escalation Plans indicated a 
substantial increase (over 300%) in the proportion of inpatients for whom there 
was a documented treatment escalation plan, reported by the headline process 
measures 

¶ (Site G) Introducing comfort observations for patients at the end of life which 
were in place for approximately 50% of reviewed deaths in hospital within 9 
months of introduction 

¶ (Site F) A small increase in the proportion of COPD patients with an EPaCCS 
record (lower than planned due to staffing issues) also reported in the headline 
process measures 

¶ (Site C) ï Increased time in consultations and some evidence of reduced 
admissions resulting from this 

¶ (Site J) ï A focus on training and education leading to increase of 29% in 
referrals to PEOLC team during the life of the project  

13.2 Effectiveness of interventions - supporting patients to achieve increased 
control of their care 

A smaller number of interventions related to improving patient and carer control.  
The majority of these again aimed to deliver improvements in the way in which non-
PEOLC specialties and clinicians engaged with patients identified as at or nearing 
the end of life.   

Examples include: 

¶ (Site C) new ACP promotional materials and patient leaflets in public areas to 
encourage patients to óstart the conversationô 

¶ (Site F) a patient questionnaire leading to an interview study 

¶ (Site D) Volunteers trained to sit 
with patients at end of life and 
support families.  This initiative 
was developed originally by 
another site and adopted by this 
site after sharing of information at 
the Community of Practice. 

The evidence available for the impact of these interventions was (understandably) 
more qualitative in nature but sites reported a range of initial indications that patients 
and carers were more involved in care, including increasing numbers of recorded 
conversations. 

  

 

 

Proxy measures suggesting improvements in patient experience of care were 
reported, including: 

ñI want to thank the butterfly volunteer 

personally for sitting with her mum when 

she wasnôt able to and said that this had 

taken a massive burden and eased the sense 

of guilt she had been feeling that dayò  

ñSuch a lovely idea for those who havenôt got any family, No one should be on 

their own at end of life and the butterfly volunteers gives patients that comfort 

and interaction they may desperately need.ò 
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¶ (Site A) Reduction in the number of formal complaints made about experience/ 
care since a new bereavement CNS was put in post and the bereavement 
survey implemented 

¶ (Site D) A readmission rate of 16% of frail elderly patients with an Anticipatory 
Care Management Plan (ACMP) compared to the national average of 40-70%, 
and a small increase in the proportion of patients with an ACMP in place 

¶ (Site G) Reduction in calls to the bereavement office 

¶ (Site G) Audit finding that administration of anticipatory medicine was low due 
to low confidence. Focused attention and training to support nurses to improve 
confidence, knowledge and skill with symptom control drugs (has the potential 
to ensure that patients received the right anticipatory medication at the right time 
and therefore greater control for patients.)  

13.3 Identified success factors for, and barriers to, improvement 

Elements identified by sites within their case studies as success factors or barriers 
to achieving the planned improvement included those shown in Table 6: 

 

Success Factors for Improvement Barriers to Improvement 

¶ Having Board/ senior management 
support 

¶ Using the Botb óbrandô as a catalyst for 
engaging colleagues 

¶ Peopleôs willingness to get involved/ being 
surprised at the level of enthusiasm from 
other specialties to work on PEOLC 
improvements 

¶ Working collaboratively with colleagues in 
other areas of the hospital ï ñitôs all about 
peopleò 

¶ For needs identification/ recording, 
undertaking a baseline assessment to 
understand not only eg the level of 
compliance but also the barriers to 
recording/ use (eg staff confidence, 
access to technology, format of electronic 
forms etc) 

¶ Focusing on a small area (eg a single 
ward, or a small number of OP clinics) but 
with a vision for how small changes can 
add up 

¶ Embedded, low impact ócollect as you goô 
data collection to avoid large one-off 
requests for data 

¶ Being able to tell the story of what the 
change is aiming to achieve 

¶ Using a multi-channel approach to training 
and education, with most sites using a 
range of activities targeting different 
audiences but with a single objective (see 
13.3.1 below).   

¶ Lack of management support 

¶ Resource constraints  

¶ Lack of time 

¶ Technological barriers ï 
incompatibility of systems etc 

¶ Unhelpful protocols and 
procedures (eg inflexibility on 
how long a treatment 
escalation plan could be valid 
for) 

¶ Large scale organisational 
change within the Trust 
 

Table 6: identified success factors and barriers (source:  site case studies) 
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13.3.1 Training and education ï whole system impact 

Case studies and site feedback provided a range of anecdotal evidence that training 
and education interventions had a beneficial effect on the perceived importance of 
PEOLC within the whole system as well as some evidence of improvements in 
processes. Analysis of data by the programme team found that the training and 
education initiatives carried out across the 10 sites during the life of the programme 
were attended by over 3,100 members of staff, providing further evidence of the 
potential power and reach of multi-channel approaches to training and education. 

13.4 Evidence for effectiveness of improvements - discussion 

Most interventions have yet to be fully implemented and thus sites had insufficient 
time to develop robust evidence of effectiveness.  The data available at this stage 
of evaluation should therefore be considered as provisional indicators of potential 
future effectiveness.  

In general, the headline process measures provided little direct evidence of the 
effectiveness of the interventions made by sites in delivering measurable 
improvement to their local care system.  Some sites did provide data but with a few 
exceptions this was not particularly robust or targeted to specific Botb interventions. 

The case studies provided a wider range of evidence of the scope and aims of the 
interventions planned by local sites as part of their participation in the Botb 
programme, with some quantification.   

As indicated by the heat map shown in Figure 5, the greater proportion of these 
interventions were directed at influencing the behaviour of other clinicians/ 
professionals in the local system of care.  The programme content encouraged this 
outward focus and it is clear from the case studies that this met a high level 
receptiveness for working on PEOLC (which was sometimes unexpected by the 
teams).  This suggests that there is scope for spreading the interventions (which in 
many cases were relatively simple changes in training or materials) to other areas 
within the local system, or other sites which were not part of the programme. 

This led to a wide range of work on improving processes and recording of PEOLC 
needs within non-PEOLC specialties.  The evidence of impact that is available at 
this stage includes some quantified measurements where significant improvement 
in levels of capturing PEOLC needs has been achieved. 

There is less evidence of effectiveness for other interventions which were directed 
either at influencing patientsô and carersô engagement or at members of the PEOLC 
team itself.  This is due both to the fact that there were fewer of these types of 
interventions and to the nature of the interventions themselves, ie likely to deliver 
changes in the quality of the patient or carer experience which are typically not 
easily assessed via quantitative process measures.  A more structured approach to 
collecting and assessing qualitative data from the local sites would enable the 
effectiveness of these interventions to be assessed in the longer term. 

14  Part 2 summary ð effectiveness of interventions  

¶ There is limited evidence at this point of which interventions undertaken by local 
sites under Botb have been effective in delivering improvements in outcomes 
for patients and carers.   

 ̄ Some of this lack of evidence can be attributed to the timing of this 
evaluation at a point immediately following the delivery of the 
programme and while the majority of sites are still at early stages of 
change implementation. This could potentially therefore be addressed 
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by longer term evaluation of the interventions which have been put in 
place. 

 ̄ However, while some gaps in data are due to timing issues, others are 
attributable to deficits in measurement.  Evidence of relevant baseline 
measurements and/or robust measurement strategies having been 
developed as part of the overall improvement plan is variable. 

¶ The developmental nature of the programme has led to wide variation in the 
nature and scope of work between sites and this consequently provides limited 
scope for óside to sideô analysis of similar interventions deployed in different 
acute care systems. 

¶ There is some evidence of improvements in processes relating to recording of 
needs in some sites through relatively simple changes including new materials, 
education and training etc. 

¶ There is some evidence of the programme having an impact on culture and 
practice change within the acute care system, especially in relation to non-
PEOLC specialties. Case study evidence suggests that work to improve PEOLC 
was welcomed and well received by clinicians and staff in these other 
specialties. Longer term evaluation would be needed to assess the level to 
which this wider change becomes embedded within the system. 

 

Part 3  Evaluation of the impact o f the Botb  programme  

(Q2)  

15  About this part  

15.1 Data included in this part 

In evaluating the programme against this question, two sets of data have been 
considered: 

¶ The programme impact survey 

¶ The programme impact follow-up interviews 

¶ The relational value (Rv) assessment 

15.2 Evaluation roles 

WSP took the lead in data collection and analysis for all the elements included in 
this part. 

15.3 Anonymisation of data 

Any site specific data referred to or quoted in this part of the evaluation is reported 
anonymously.   

Data relating to Q2 has not been shared with the programme team, since evaluation 
was collected directly by WSP as external evaluation partner and relates to the 
effectiveness of the programme teamôs work. 

What impact has the Botb programme had on:  

¶ The adoption of these interventions?  

¶ The capability, capacity, and resilience of staff to carry out 
improvement activity at the front line? 
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16  Programme impact survey  

16.1 Introduction 

The survey reported here was carried out to assess impact of the programme at the 
local level with the specific aim of identifying changes that have taken place at 
individual sites as a result of participation in Botb.  

16.2 Methodology 

Survey questions were targeted at understanding the impact of supporting the 
programme at three stages:  

¶ Design: what impact has the programme had, if any, on how the site project 
team has designed their change programme? (Planning) 

¶ Implementation: what impact has the programme had, if any, on the way in 
which sites have implemented change? (Implementation) 

¶ Adoption and spread: what impact has the programme had, if any, on the way 
in which change has been embedded within the local system? (Embedding) 

followed by an opportunity to give feedback on the óoverallô impact of the 
programme.  

Within each of the stages respondents were asked to assess the degree to which 
the programme had: 

¶ generated new techniques/ideas 

¶ given personal support to enhance involvement 

¶ enabled more effective team working 

¶ given opportunity for shared learning from the wider Community of Practice 
(CoP) 

Responses were along a range from óCompletely untrueô (0) to óCompletely trueô (5). 
This aligns with response categories for the Relational value surveys discussed in 
section 18.  

For the full list of questions please see Appendix 6.   

The survey was circulated electronically to all known members of the Community 
of Practice working at the 10 hospital sites. Responses were submitted directly to 
WSP to ensure confidence in the anonymity of the survey.  Only aggregated data 
is reported here. 

16.3 Demographics 

18 responses were received, 15 from England sites and 3 from Scottish sites.  

As discussed in 3.5, the Scottish responses have been removed from this analysis 
but are available for use in any future evaluation of the programme in Scotland. 

Responses were received from all 10 English sites.  

16.4 Survey results - overall 

The average response across all questions at all 4 levels of impact (planning 
change, implementing change, embedding change and óoverallô) was 3.0, (óoften 
trueô category) which suggests that the programme has had positive impact as a 
whole. 
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16.5 Comparative scores by programme stage 

Figure 6 shows that the greatest impact on change was in planning improvement, 
followed by implementing, then embedding change. Overall impact of the 
programme was ranked second.  

 

Figure 6: Average scores by programme stage (source: WSP) 

¶ 8 out of the 10 sites rated the programme as having had an impact on planning 
of change at óoften trueô or above. 

¶ 6 out of 10 rated the programme as having had an impact on implementation of 
change as óoften trueô or above. 

¶ 4 out of 10 rated the programme as having had an impact on embedding as 
óoften trueô or above. 

¶ 7 out of 10 sites rated the overall impact of the programme as having had 
positive impact overall, 5 of which were in the ómostly trueô category, although 1 
site rated this órarely trueô.  

For each of the stages of change, respondents who gave a lower rating of a 
statement (óuntrueô, órarely trueô, or ósometimes trueô) were asked to make a 
comment to support that rating, and thereby contribute to future programme 
learning and development.  Table 7 summarises those comments: 
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Stage of change Comments 

Planning 
improvement 

¶ Lack of consistency in following the QI methodology 

¶ CoP less dynamic/responsive than hoped for due to internal 
job demands 

¶ Already experienced in and using QI methods 

¶ Would have liked more new ideas and support to move on to 
those from Central team 

Implementing 
improvement 

¶ Most sites doing óbusiness as usualô so the programme didnôt 
give much opportunity for learning 

¶ Some solutions have to be locally found 

¶ Lack of access to internal support, and too early in the project 

¶ Initial benefits from widening involvement were there but the 
implementation work has reverted back to the established 
core team 

¶ Lack of full corporate support for change ï needed at sign up 

¶ Lack of on-site QI practitioner to support cultural change 

Embedding 
improvement 

¶ Not yet at embedding stage/several months to years before 
changes are embedded/work in progress 

¶ Clinical commitments/staff shortages have impacted on 
embedding 

Table 7:  Comments relating to lower ratings (source:  WSP) 

16.6 Comparative scores by site 

For reasons of anonymity individual site responses across the impact are not 
reported here. The range of scores is shown in Table 8, indicating variation in impact 
from site to site: 

 

 Lowest score Highest score Average score 

Planning improvement 2.25 5.00 3.3 

Implementing improvement 2.00 4.5 2.92 

Embedding improvement 1.75 4.25 2.72 

Impact overall 1.42 4.5 3.08 

 Table 8:  Range of scores across the 4 question levels (source:  WSP) 

16.7 Comparative scores by question group 

As described, respondents were asked to rate impact of the programme on the 4 
levels of work (planning, implementing, embedding and óoverallô) in four different 
ways which were: 

¶ Providing new techniques or ideas (Question 1) 

¶ Providing personal support to contribute (Question 2) 

¶ Enabling more effective team working (Question 3) 

¶ Providing shared learning (Question 4) 

Figure 7 shows that the greatest impact has been in the areas of planning 
improvement and general overall impact, in all areas except for providing personal 
support to contribute overall (Q2). 
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Figure 7:  Average scores by question group/level (source:  WSP) 

16.8 Using a Quality Improvement approach 

The Botb programme design centred on a Quality Improvement approach, i.e. 
knowing your starting point and measuring change/impact as new interventions or 
learning are applied.  Respondents were asked to comment on their confidence 
level in using this approach and the likelihood of using it in future.  

11 responses were received to this question, 1 of which was ómoderately confidentô 
and 10 óconfidentô or óvery confidentô. This methodology was not new to everyone 
who responded, but 2 specifically noted an increase in confidence. 8 either directly 
said, or intimated, that they would use the methodology in the future.  

16.9 System barriers 

Respondents were asked to identify any system barriers that have impacted on 
ability to implement planned improvements. Responses covered a wider range of 
barriers, as summarised below: 

¶ Competing priorities e.g. ward pressures, winter pressures, other clinical 
commitments 

¶ Staff/leadership changes or vacancies 

¶ Lack of dedicated time or resources 

¶ Financial restraints 

¶ Regional development e.g. STP 

¶ Lack of senior support 

¶ Data issues e.g. informatics support 

¶ Webinar access 

16.10 Shared learning 

Respondents were asked to identify any specific changes adopted locally that were 
introduced to the CoP by another pilot site team. 7 out of the 10 sites responded 
with specific interventions, as listed below: 

¶ Taking a poster and developing it into a banner 

¶ A piece of work that we adapted, followed by the originator making further 
adaptations 

¶ Volunteers in the hospital 

¶ Patient self-completion pain assessment chart 
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¶ Feedback box for ward after death 

¶ Symptom management chart 

¶ Template of staff survey 

¶ Nurse led DNACPR 

¶ Bereavement nurse post 

¶ Care plan auditing 

¶ Bespoke work with ITU 

¶ Taking a poster and developing it into a leaflet 

¶ Influenced by parallel planning terminology 

¶ Looking at audit re. MR opioid administration timing 

¶ Butterfly volunteers 

One response was received suggesting that hearing from other teams had 
prompted changes in ways of working or in decisions to try alternative solutions. 

16.11 General comments  

Respondents were given opportunity to make any general comments regarding the 
programme. These are summarised below: 

¶ Central team needs to be more directive over QI methodology 

¶ Some teams focussed too much on what they do already rather than small 
measurable changes 

¶ Central team are fantastic, supportive, approachable, delightful/constructive 
etc.  

¶ Timing ï implementation and embedding takes time so frequent reporting can 
feel difficult 

¶ Overall, not achieved hoped for outcomes due to changes outside the control of 
the Botb programme 

¶ CoP meetings were: the most useful aspect/enjoyable/crucial/networking 
opportunities 

¶ Gave opportunities to connect to previously separate staff groups e.g. porters, 
who have a passion for EOLC 

¶ Lack of financial support led to difficulties in full participation e.g. London based 
meetings for Midlands team 

¶ Programme enjoyed and valued 

¶ Webinars difficult to access 

¶ Programme too long ï little value added after 6 months 

16.12 Future improvements 

Respondents were given opportunity to make any suggestions for future 
improvements to the programme. These are summarised below: 

¶ Need clarity and firmness from the start about expectations re. adoption of 
methodology 

¶ Focus on 1 change at a time and thoroughly implement/embed before moving 
on to a different intervention 

¶ Shorter time scale (e.g. 90 day challenges) may deliver better outcomes 

¶ Link CoP with hospitals to work in partnership 

¶ Include carers around the 4 headline measures 

¶ Get Trusts to sign up to agreement before you give approval for participation 

¶ CoP will need: development/to mature/support 

¶ Get sign up from local informatics/comms. groups and others from the start 
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16.13 Impact survey - discussion 

This survey was completed by a small number of respondents (15 responses in all).  
The results should be considered in this context but, given that respondents 
included representatives of all the participating sites, we consider that the survey 
provides high level evidence for the impact of the programme. 

There is evidence that the Botb programme has had a positive impact on PEOLC 
improvement at local level. That impact has been most evident in the area of 
planning improvements, particularly in encouraging and giving confidence in using 
a structured QI methodology for planning, including measurement. 

There is evidence that the programme has had a lower level of impact on local 
implementation and embedding of change. This pattern of impact is not surprising 
given the timescale of the programme and this evaluation. The interventions made 
include many working across team or organisational boundaries and/or aimed at 
achieving a cultural shift in understanding of PEOLC as something that is 
ñeveryoneôs businessò.  It is generally accepted that such interventions take time to 
embed and become business as usual. Further evaluation will be required to assess 
the impact of the programme on these aspects of local improvement.  

There is evidence that being part of the programme has led to: 

¶ participants learning new techniques and generating new ideas for their PEOLC 
work 

¶ individuals receiving personal support that has enabled them to contribute to 
change 

¶ more effective team working 

¶ shared learning 

 All of these factors were key aspirations at the outset of the programme.  

The recommendation of QI methodology as a planning and evaluation tool was 
viewed as positive by all who commented. 11 of 15 respondents assessed 
themselves as ómoderately confidentô, óconfidentô, or óvery confidentô in their ability 
to use it in future.  However, given that some teams were already familiar with the 
approach, it is difficult to assess the extent to which the programme had a direct 
impact on developing skills or confidence.  Some respondents suggested that the 
methodology could have been more strongly órecommendedô rather than 
ósuggestedô, in order to increase opportunities for shared learning by ensuring that 
all site teams were working in the same way. 

The CoP was seen as one of the main benefits of the programme.  However, it is 
clear that there will need to be further development, support, and sourcing of a 
suitable technological communication tool to enable the CoP to grow and mature 
beyond the end of the programme. 

The range of specific changes adopted by a site as a result of information received 
from another site in the CoP is noteworthy. 15 specific interventions were identified 
across 7 sites, as well as 1 site lead identifying that as a result of discussions at 
CoP they had changed ways of working and also had decided to stop an 
intervention rather than keep it going when it was not achieving its aims. Without 
the opportunity to present and discuss PEOLC improvement plans in the CoP this 
shared learning and cross-fertilization of ideas would not have occurred. This is 
clearly a key impact of the programme which will ultimately improve patient care 
and support in line with the programme aims. As such, the promotion of the CoP 
should be a key factor included in the theory of change for any future work.  

Within local sites, there has been varying levels of dedicated time and continuity of 
staff to support participation in the programme.  Evidence suggests that this has 
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been a limiting factor on the benefits realised by the site and/or has led to some 
frustrations around the willingness and ability of some teams to follow the 
recommended QI methodology.  

Other local barriers to achieving effective improvement were identified including 
lack of internal management support for change, staff and financial changes, 
changes in strategic direction, internal data access issues.  and competing 
priorities. Although the Botb programme could not influence these factors directly, 
there is a suggestion that a greater understanding of and high level commitment to 
the programme before sites were chosen or signed up could have had a positive 
effect on impact at the end of the programme. 

17  Programme impact  follow up interviews  

17.1 Introduction 

Following the impact survey discussed in section 16, a small number of telephone 
interviews were carried out with site leads to gain further evidence for evaluating 
the impact of the programme.  

17.2 Methodology 

Five interviews were conducted with site leads in March 2018. Selection of 
participants for interview was based on responses to the impact survey. Sites were 
selected for interview to represent a range of reported impact levels, including those 
from the top, middle and bottom of the ranking.  

All those invited to take part in an interview accepted, and interviews were 
conducted for a period of roughly 1 hour using a standardised set of questions (See 
Appendix 7). Interviewees were assured of anonymity with regard to their feedback.  

One of the 5 chosen sites for interview was in Scotland, in line with the original 
requirements of the partner organisations commissioning the evaluation.  As 
discussed in section 3.5 it was subsequently agreed to exclude this material from 
the evaluation.  This section is therefore based on responses from 4 of the 10 
England sites.  

17.3 Interview responses 

Table 9 summarises responses in relation to the three stages of improvement and 
from an overall perspective. Responses have been sorted as either óPositiveô or as 
óSuggested developmentô comments in terms of the impact of the Botb programme, 
to aid learning. 
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 Positive comments 

Being part of the Botb 
programmeéé 

Suggested development 

Planning 
improvement 

¶ Made us think in a structured way 

¶ Made us strict on reporting and 
more focussed on measurement 

¶ Evidenced the importance of 
doing improvement work 

¶ Enabled demonstration of 
improvement 

¶ Encouraged use of Quality 
Improvement method and tools 
which might not have happened 
otherwise 

¶ Encouraged use of driver 
diagrams for planning 

¶ Improved our ability to evaluate 
and reflect 

¶ Central team could 
encourage and raise 
expectation of site team 
participation e.g. in 
completing driver diagrams, 
attending webinars etc., to 
enhance opportunities for 
learning for all 
 

Implementing 
change 

¶ Led to protected time and extra 
resources for EOLC improvement 

¶ Led to practical outworking of the 
interventions due to increased 
attention to and awareness of 
EOLC 

¶ Required regular progress reports 
which improved our impact 
measurement 

¶ Gave opportunity for cross-
fertilization of ideas 

¶ Increased Board engagement and 
interest in change implementation 

¶ Make templates for progress 
reports etc. available from 
start of programme not part 
way through 

¶ Need to expect that all will 
do driver diagrams 

¶ ñJoin the dotsò between 
initiatives arising at different 
sites to encourage the wider 
view and spread of impact 

¶ Put óweightô behind the 
various interventions, as 
appropriate rather than 
allowing site autonomy 

Embedding 
change 

¶ Embedding has started but is 
incomplete at this stage 

¶ Helped us to reflect on and to 
challenge assumptions about 
embedding change 

¶ Has increased awareness and 
credibility of EOLC which will 
positively impact embedding 

¶ Too soon to evaluate 
embedding 
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 Positive comments 

Being part of the Botb 
programmeéé 

Suggested development 

Overall 
¶ Learning from expert peer group 

and CoP is really helpful 

¶ Central team are responsive 

¶ Cluster events really helpful, 
especially when well attended 
and focussed on learning from 
others 

¶ Frustration over variance in 
commitment across the 
hospital sites 

¶ Ensure sites have executive 
support etc. at sign up 

¶ Web technology ï poor to 
start with, some 
improvement, but not the 
best way to engage, and 
lots didnôt 

¶ Emphasise the time 
required to get the best from 
the programme 

¶ General themes at cluster 
events werenôt helpful 

¶ Decide webinar content in 
negotiation with sites to 
encourage participation 

¶ Lack of peer communication 
across the CoP outside of 
meetings 

Table 9: Summary of site interview responses (source:  WSP) 

17.4 Advice for teams considering inclusion in a future Botb programme 

In order to gain insight into how worthwhile the programme was perceived to have 
been at a local level, site leads were asked the question óWhat advice would you 
give to someone like you from another hospital who is considering taking part in 
Botb?ô. 

Respondees said they would encourage others to take part, but with advice to 
ensure executive support and wider buy in, to ensure dedicated resources (e.g. 
project manager) would be in place, to commit to the programme methodology from 
the start, and to realistically consider the level of commitment required before 
signing up as it was felt that some were less committed than others, which impacted 
on everyoneôs experience.    

17.5 Discussion 

As would be expected, the interview feedback is in alignment with that received via 
the impact survey discussed in section 16 although survey data was anonymised 
and thus there is no evidence as to whether or not the site leads interviewed had 
also completed a survey response. 

The interviews provided additional evidence of the programmeôs positive impact on 
planning and implementing improvement.   

The QI methodology recommended as an approach to the design of the programme 
at the local level has had clear benefits and has resulted in learning that is 
transferable to future work, both in PEOLC and beyond. For example, the approach 
is reported to have encouraged structured thinking, improved the ability to evaluate 
and reflect, and has highlighted the importance of measuring impact of change. 
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Although some site teams were already familiar with this methodology it was new 
or less familiar to others.  

Overall, the CoP is reported to have been a particularly helpful and welcomed tool 
to encourage and develop improvement and confidence at the local level.  

Participation in the programme led to some sites gaining protected time and 
resources to focus on implementation, which would not have happened otherwise. 
Such resources were seen as essential to the success of the local programme. 
Disparity in provision of protected time and resource is likely to have affected sitesô 
ability to participate and therefore influenced intervieweesô evaluation of programme 
effectiveness.  

There was little evidence of impact on embedding change into day to day business, 
due to the timing of the evaluation.  This is a longer term process so it is too early 
to assess with any confidence at this stage.  

However, there was some evidence that the programme had enabled teams to 
reflect on and consider how embedding might happen in future. 

There is also evidence that being part of the programme enabled site leads to 
increase awareness of PEOLC within their organisation as óeveryoneôs businessô 
becoming óbusiness as usualô. This led to opportunities for shared learning both 
between and within sites, and increased engagement of senior management.  
There were perceived potential benefits to both staff and patients/carers, and an 
increased future likelihood of PEOLC improvements.  

The interviews also generated a number of suggestions for future programme 
development which can be summarised as: 

¶ A more directive approach from the central team with regard to adoption of 
improvement methodology, expectations around participation in webinars and 
CoP, and level of commitment needed before agreeing sign up. The impetus 
behind these suggestions was to enable more learning opportunities for all as a 
result of fuller and more aligned participation; 

¶ Improvements to web technology and webinar content to increase access and 
participation; 

¶ More direction from the central team around the relative value of different 
interventions to influence local choices and considerations. 

18  Relational value  (R
v

) assessment  

18.1 Introduction 

The Rv assessment provides a qualitative perspective, reflecting participantsô 
experience of the Community of Practice (CoP). The CoP was established as one 
of the main interventions of the programme, with the aim of developing and 
improving palliative care through professional relationship building and shared 
learning, both within and between hospital sites.  

WSP have developed an online tool in the form of a questionnaire as a measure of 
Rv 24 and it is this tool that has been used as part of the evaluation. Whilst not relating 
directly to any specific changes in the care system, one would expect Rv to reflect 
the impact of the programme on those changes, and so enable all stakeholders to 
understand factors that help or hinder development and implementation of 
improvements. Ideally any relational assessment would include all stakeholder 
perspectives (clinicians, programme team, patients, carers etc.). On this occasion 

                                                
24 www.thewholesystem.co.uk/relational-thinking/measuring-relationships/ 

http://www.thewholesystem.co.uk/relational-thinking/measuring-relationships/
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time and resource pressures, as well as local governance issues, meant that the 
scope of the assessment was limited to the experience of being part of the CoP. 

This assessment was carried out at two stages, in June 2017 and March 2018. 
Given the additional 9 months of working together as a CoP along with measures 
taken in response to the first stage Rv assessment, this section of the evaluation 
shows findings at the later stage and compares the two sets of results. A report on 
the stage 1 (June 2017) assessment is available from the programme board. 

18.2 The Rv tool 

Relational value (Rv) is a measure grounded in academic research and based on 
an understanding of behaviours you would expect to see in a ósuccessfulô system. 
As relationships are central to good quality experience of care from a patient and 
carer perspective, and essential for effective and sustainable change and service 
delivery, an evaluation of what is happening relationally within any programme or 
system of care should be an important indicator of success.  

Where a system is working well for all involved there would be appropriate levels of 
5 attributes: 

¶ System Integrity (how things interconnect and function, all pulling together) 

¶ Respect (how we treat each other, recognising everyoneôs contribution) 

¶ Fairness (how equity is achieved) 

¶ Empathy (how we understand each other) 

¶ Trust (how much we put ourselves in other peopleôs hands) 

In the case of the CoP one would expect to see similar overall ratings of all 5 
attributes if the community was functioning well, i.e. no attribute needs to be 
particularly higher or lower than any other.  

18.3 Methodology 

This Rv assessment takes the relational ótemperatureô of the Botb CoP at particular 
points in the life of the programme, in this case mid way and at the end of the full 
term of 2 years for England sites. Although the survey had included an invitation to 
Scottish Partnership for Palliative Care and to Scottish hospital sites, it was decided 
to omit these from the second stage of the assessment (March 2018) as the Scottish 
teams had only had opportunity to attend 1 webinar and 1 CoP event across the 2 
years, so any responses would have been based on very limited participation in the 
CoP.  

An invitation to complete the survey, along with an access link, was sent out by 
email to all who had attended CoP events, with a follow up email reminder and 
verbal encouragement to complete at a CoP meeting.  Representatives from across 
the programme (including the Botb programme delivery team, hospital pilot sites, 
Macmillan partners, Botb clinical advisors) completed the surveys anonymously in 
response to the following instruction: 

ñPlease reflect on the extent to which the following statements are true in your 
experience of working on the Botb Community of Practiceò. 

They were asked to assess 30 statements of a relational nature (e.g. óThere is 
effective joint working across the CoPô. See Appendix 8 for a full list of statements) 
for degree of presence (óconsistently not trueô ï rating 0, to óconsistently trueô ï rating 
5) in their experience of being part of the CoP. Following the rating of the relational 
statements respondents were given an opportunity to enter ófreeformô responses 
regarding their perception of the relational health of the CoP. 
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18.4 Demographics: 

As stated, the Rv survey 2 was circulated to all participants in the Botb Community 
of Practice, representing the central programme delivery team, participating sites, 
Macmillan Cancer Support, and the Clinical Advisory Group. 17 responses (fewer 
than 25% of those canvassed) were received, broken down as shown in Table 10. 

 

Respondent type Responses 

Botb programme delivery team 1 

Participating sites  13  
(including 9 of the 10 sites) 

Macmillan Cancer Support 1 

Botb Clinical Advisory Group 1 

Hospice UK 1 

Total  17 

Table 10 Breakdown of Rv responses received (source:  WSP)  

This compares with a total of 28 responses to survey 1 (excluding 1 response from      
Scotland). In both cases the majority of responses were from respondees at 
Hospital sites (21 out of 28 in survey 1, 13 out of 17 in survey 2).  

18.5 Overall relational value score 

The Rv score at the end of the Botb programme, as a perspective of how people 
experience being part of the CoP, is 3.83 out of a possible total of 5. This means 
that overall, relational statements were rated as óoften trueô, and is an improvement 
on the first assessment Rv score at 3.6 (June 2017). 

The distribution of scores cross the 5 domains of Integrity, Respect, Fairness, 
Empathy, and Trust is as shown in Figure 8: 

 

Figure 8:  All respondent scores by relational attribute (March 2018) (source:  WSP) 

Whilst there is a little variation in scores between the different attributes it should be 
noted that all were between 3.73 and 4.02, most attributeôs average scores being 
within the óoften trueô category with one (Empathy) in the ómostly trueô range. This, 
together with the combined Rv score of 3.83, suggests that on the whole, 
relationships within the CoP are reasonably good, conducive to producing positive 
outcomes, and have improved for each of the relational attributes.  (See Table 11 
below). 
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Attribute 
Assessment 1 

Score 
Assessment 2 

Score 
Difference 

Integrity 3.34 3.73 +0.39 

Respect 3.70 3.81 +0.11 

Fairness 3.63 3.76 +0.13 

Empathy 3.74 4.02 +0.28 

Trust 3.76 3.84 +0.08 

Table 11: Comparison of attribute scores across assessments (source:  WSP) 

18.6 Relational value by cohort 

In line with survey 1, we have decided to feedback by 3 main groups ï the Botb 
programme delivery team, the combined hospital sites, and óotherô Partners. 
Difference in peopleôs expressed views about the presence of Rv can indicate 
dissonance, whether the score is high or low. In survey 1 there was a pattern of 
difference in the ratings for each attribute, but system integrity rated as lowest by 
all 3 cohorts. As can be seen below, there is less overall difference in the ratings 
for each attribute between the cohorts in this second assessment (Figure 9) than in 
the first (Figure 10).  

 

Figure 9: All respondent scores by cohort March 2018 (source:  WSP)    

 

Figure 10: All respondent scores by cohort June 2017 (source: WSP) 
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The greatest improvement between the 2 surveys was in system integrity which 
suggests that joint working and sharing of vision and information across the CoP 
became more effective as the programme progressed.  

In addition, the greatest change in overall Rv score was in the óPartnersô cohort 
(Table 12).  

   

Cohort 
Assessment 1 

Score 
Assessment 2 

Score 
Difference 

Hospital sites 3.7 3.77 +0.07 

Programme Team 4.04 4.13 +0.9 

Partners 2.98 4.12 +1.14 

Table 12: Comparison of cohort scores across assessments  (source: WSP)  

18.7 Highest and lowest scoring attributes: 

Highest attribute scores were given for fairness/culture (óI always feel that I am 
treated fairlyô, at 4.59) and empathy/infrastructure (óAn effort is made to create a 
positive environment in which to meetô, at 4.59).  

System integrity statements as a whole received marginally lower ratings than the 
other attributes but were much improved on assessment 1. Further analysis 
indicates that the lowest integrity score was given for the statement which relates 
to having technology in place that reliably supports the CoP to achieve its goals 
(3.0). In addition, a particularly low score for system fairness (2.47) relates to all 
parties having equal access to enabling technologies. This triangulates well with 
feedback in other areas of the evaluation such as the Interviews (See section 15.5) 
and identification of system barriers to improvement implementation (see section 
14.8). 

18.8 Relational value by system domain 

As a secondary means of analysing survey responses, statements within the total 
statement set reflect different system domains (i.e. the culture, people, processes, 
infrastructure and technology) that go to support any organisation working 
effectively. The choice of these particular system domains was influenced by the 
work of Challenger & Clegg25 who have applied a sociotechnical framework (i.e. 
one which helps understand and design organisational environments that reflect the 
ówhole systemô) to their analysis of systems.  

Overall, the scores for these system domains indicate that the organisation 
requirements for working successfully are in place and are working reasonably well 
within the CoP, ranging from 3.09 (often true) to 4.12 (mostly true) across the 
domains, out of a possible total of 5 (Figure 11). 

                                                

25 Rose Challenger & Chris W. Clegg (2011) Crowd disasters: a sociotechnical systems perspective. 
Contemporary Social Science, 6:3, 343-360. 
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Figure 11: All respondent scores by system domain (source: WSP) 

However, although four of the domain scores have improved between June 17 and 
March 18, Technology, which was rated the weakest support function in 
assessment 1, has fallen further, albeit marginally (Table 13).  

 

Domain 
Assessment 1 

Score 
Assessment 2 

Score 
Difference 

Culture 3.81 4.12 +0.31 

Infrastructure 3.68 3.85 +0.11 

People 3.84 3.95 +0.11 

Process 3.59 3.86 +0.27 

Technology 3.20 3.09 -0.11 

Table 13: Comparison of domain scores across assessments (source:  WSP) 

18.9  Respondentsô comments 

At the end of the survey respondents were given the opportunity to add any 
comments about the relational aspects of their experience of the CoP.  3 comments 
were received, all from hospital site respondents, as follows: 

¶ The central team is unfailingly responsive and flexible, as far as is practical, to 
the needs of the CoP. They have always respected the pressures the clinical 
teams are under. The relationships within the CoP need further development 
but have certainly progressed. I think bringing sites together to work on joint 
presentations (perhaps to new joiners when the future structure is clarified) 
would build this further. Without ongoing monthly webinars, I fear many of the 
relationships within the CoP would dwindle. In my view the Botb programme has 
been a laudable effort which should be supported to continue with iterative re-
design (eg setting joint projects for hospitals to buddy up on from the start to 
finish of their time in the project - many relationships forged during under/post 
grad courses stem from such things?) 

¶ In my current role some of these things are hard to answer, but I hope my 
comments are helpful 

¶ There is a lot of respect within CoP, networking and sharing of learning. It is the 
practicalities of meetings/technology that are problematic. I do not feel that 
meetings are always planned in locations that make it easy for majority to travel 
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to, eg Midlands cluster took place in London last year. Also, connectivity and 
move to ECHO in last weeks of programme has been problematic and meant 
purchasing equipment- self funded as Trust would not pay for it. Also, with 
funding travel which was allowed but still cash-strapped Trust so limited who 
could go. 

18.10 Rv assessment - discussion 

This Rv assessment, on both applications, was completed by approximately a 
quarter of all possible respondents so the results and this discussion should be 
considered with that in mind. No statistical significance can be attributed to the 
results. Responses are, however, a general indicator of how participants perceive 
the CoP, and a useful comparison can be made between the 2 stages.  

Low number of returns in survey 1 may have been influenced by concerns over the 
anonymity of the survey26, a concern which was addressed in survey 2 by 
emphasising that demographic questions were for research purposes only, and not 
used in feedback or analysis of responses. Low number of returns in survey 2 may 
be linked to the stage of the programme in two ways.  

¶ The programme was coming to an end at the time of this assessment so there 
were many demands on participants for feedback including case study 
documentation, headline measures information and for some, interviews on 
overall programme evaluation.  

¶ In addition, as the programme was finishing, some may have already begun to 
withdraw and move on to other work, especially those who were not the local 
lead for the programme.  

The relational value, i.e. the resource that is the outworking of relationships that 
ultimately impacts care and the opportunities for learning and development, has 
improved overall in the 9 months between surveys 1 (3.6 score out of 5) and survey 
2 (3.8). This can be seen as a positive outcome for the programme where one main 
aim was to build a successful community of practice. The CoP is not perfect and 
will need further development and ongoing maintenance if it is to mature and be 
sustained, but the programme has achieved much in this area.  

Following survey 1, in which system integrity was rated as one of the lowest 
attributes, particularly around joint working between wider partners and the 
programme, some changes were made to the programme management 
arrangements to engage partners more closely in the programme delivery (for 
example, in involving Macmillan development teams in site visits). There is some 
evidence that those efforts have had a positive impact on system integrity. (See 
Table 13). On the whole the programme is valued as being fair, open and honest, 
inclusive and respectful.  The programme team introduced a number of steps to 
further develop wider partnership working including quarterly calls with the 
Macmillan Learning and development managers to share progress and to invite 
them to join in site team visits.  The team also looked to share regular programme 
communications via the Macmillan GP community to enhance awareness and 
connections across the programme. This resulted in some of the Macmillan GPs 
then taking part in the monthly web-based sessions to discuss issues from a primary 
care perspective which was helpful to engage wider understanding across the 
programme. 

The second area identified in survey 1 as a possible barrier to achieving the aim of 
building a sustained community of improvers across the hospital sites was that of 

                                                

26 See report: available from the programme board 
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technology. Problems around accessing webinars, for example, would limit 
opportunities for shared learning, and relationship building.   

Following survey 1, the programme team made changes to the technology used 
with the aim of achieving fair access and increased participation across the 
programme. However, the results of Rv survey 2 would suggest that, in spite of 
those changes, relational behaviour around technology has not improved but rather 
is perceived as marginally worse. The lowest overall statement ratings for the whole 
survey were 2.47 (sometimes true ï all parties have equal access to enabling 
technologies), 3.0 (mostly true ï technology reliably supports the CoP to achieve 
goals) and 3.18 (mostly true ï individual technology capabilities and needs are 
recognised and addressed in developing the CoP). It would seem that many people 
(between one third and a half) continue to experience issues around technology, a 
situation which is also reflected in one of the comments made which cites 
ópracticalities of meetings/technologyô as problematic.  

Botb aimed to develop a CoP that would outlast the programme with ongoing 
benefits to professionals and ultimately patients and carers through improved 
PEOLC. To achieve this a greater drive will be needed going forward to find 
technology solutions accessible to all. It is essential that the right communication 
tools are found; improving connectivity is key to development of the CoP.  

19  Part 3 summary ð impact of the Botb programme  

¶ There is evidence that the Botb programme was seen by those participating as 
having had a positive impact on PEOLC quality improvement at the local site 
level.  

¶ There is evidence that the programme has influenced the planning and 
implementation of specific interventions to improve PEOLC within local sites., 
but little evidence at this stage of its influence on embedding change within the 
system. These findings triangulate with evidence from the case studies 
examined in section 10.  

¶ Feedback from local sites provides a resource for future design and 
implementation of QI work in PEOLC in acute care and (potentially) the wider 
system of health and care. 

¶ There is good evidence that the establishment of the CoP has been a 
particularly influential and effective aspect of the programme. Increasingly 
positive relationships have been established as the CoP has developed across 
the last 2 years.  

 ̄ There is evidence that this has contributed to the successes reflected in 
other areas of the programme evaluation such as improved relationships 
within a local site, and between various groups on site that had not 
previously worked together, shared learning and cross fertilization of 
ideas.  

¶ There is good evidence that the programme team has created an environment 
that encourages professional openness, learning from peers, and sharing of 
both good practice and failures and frustrations. 
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Part 4  Evaluation of the programme in relation to 

previous improvement work (Q3)  

20  About this part  

20.1 Previous programmes 

In commissioning this evaluation, the partner organisations were particularly 
interested in how Botb had taken on the learning from the Transforming End of Life 
Care in Hospitals programme (ñthe Transform programmeò), which ran between 
2011 and 2014 in England.  

The Transform programme forms the basis of evaluation in this section.   

20.2 The Transform programme  

The National End of Life Care Programme (NEoLCP) launched the Transform 
Programme in 2011 to provide practical support to managers and clinicians in acute 
trusts in England delivering end of life care.  76 hospital Trusts participated in the 
programme.   

The Transform Programme had two broad aims (taken from the 2014 evaluation 
report) 27:  

¶ delivery of consistent and reliable improvement in quality of end of life care 
(EoLC) for individuals and their carers throughout England by the 
implementation of key enablers including;  

 ̄ Electronic Palliative Care Co-ordination Systems (EPaCCs),  

 ̄ Advance Care Planning (ACP),  

 ̄ Rapid Discharge to Home Care 

 ̄ the AMBER care bundle for people whose recovery is uncertain, 

 ̄ Individualised care in the last days.  

¶ the promotion of a quality improvement approach as a means of developing and 
spreading best practice and embedding change in acute hospitals in England, 
as well as supporting a culture change and understanding measurement for 
improvement across primary, community and social care. 

20.3 Sub-questions for evaluation in this part 

We have considered two sub-questions: 

¶ Q1.1 ï to what extent has Botb built on learning about what improvements to 
PEOLC should be made within acute care? 

¶ Q1.2 ï to what extent has Botb built on learning about how improvements to 
PEOLC should be made within acute care? 

                                                
27 Report available from the programme board  

To what extent can we demonstrate that the Botb programme has built on 
the learning from previous End of Life Care Hospital Improvement 
programmes? 
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21  What  improvements should be made?  

21.1 Shifting the focus of improvement 

The Transform programme provided support for local sites to implement one or 
more of the key enablers listed above.   

Botb sought to develop ñnew areas of focus for improving end of life careò following 
on from the Transform programme.  The programme themes were developed as 
examples of ñnew areas of focusò. 

There was therefore a change of emphasis between the two programmes - from the 
introduction of key enablers for good PEOLC in the Transform programme to the 
context in which they were delivered (at handover, through shared decision making, 
at outpatients, etc) in Botb. 

21.2 Ambitions for Palliative and End of Life Care ï a new national framework for 
improvement 

It is important to note that the Transform programme fed into the development of a 
new national framework for local action.  Ambitions for Palliative and End of Life 
Care28 was produced in 2015 by the National Palliative and End of Life Care 
Partnership and forms the current overarching context within which NHS Hospital 
Trusts and others, including the delivery team for Botb, are working.   

The framework sets out a clear vision of the future in terms of six ambitions, 
representing the desired end point of improvement (Figure 12) 

 

                                                
28 Ambitions for Palliative and End of Life Care: a national framework for local action 2015-2020, National 

Palliative and End of Life Care Partnership, 2015 
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Figure 12: the six ambitions (source: Ambitions for Palliative and End of Life Care) 

It also lays out eight foundations (Figure 13) which are described as ñpre-conditions 
for delivering the rapid and focused improvement that [the Partnership] seeksò: 

¶ Personalised care planning 

¶ Shared records 

¶ Evidence and information 

¶ Involving, supporting and caring for those important to the dying person 

¶ Education and training 

¶ 24/7 services 

¶ Co-design 

¶ Leadership 
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Figure 13: the foundations of the ambitions (source:  Transforming end of life care in acute 
hospitals: The route to success óhow toô guide, NHSE, December 2015) 

21.3 The national commitment 

Our Commitment to you for end of life care: The Government Response to the 
Review of Choice in End of Life Care (Department of Health, 2016) provides further 
context for considering the extent to which Botb has built on past learning from 
Transform, as shown in Figure 1. 

21.4 The nature of Botb improvements  

Evidence from the local sites suggests that the interventions they introduced and 
tested under Botb were, as envisaged in the programme aim of ñchanging the focus 
of improvementò, largely tried and tested improvements related to the Transform 
key enablers and addressing the foundations of the Ambitions framework ï 
improving materials or processes, building staff confidence and capability to deliver 
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existing PEOLC models, improving communications between teams to minimise 
duplication and gaps in care.   

Since Botb has been developed and delivered within the Ambitions framework it is 
not surprising that the nature of the interventions planned and delivered within Botb 
has been strongly shaped by it.    

The developmental approach to planning improvement in Botb allowed sites to flex 
and change their plans over time and (in some cases) to move away from their 
original intended programme themes.  However, this was generally to enable them 
to implement something in a new area of the Trust or to ñpinch with prideò some 
work done by another site rather than to introduce something innovative for PEOLC 
as a whole. 

21.5 The deployment of improvement 

The programmeôs underpinning logic model emphasised the need for identification 
and recognition of holistic needs, and as noted above this represented an evolution 
from the ókey enablersô approach in Transform, widening the potential scope of 
improvement work away from PEOLC specialists to the wider system of care.  

The majority of work done under Botb, as seen from the heat map and from sitesô 
case studies, has been directed outside the boundaries of the PEOLC team and 
been focused on working with other stakeholders in the ñextended family of careò, 
either those within the acute care system or those (such as primary care clinicians 
or third sector organisations) who interface with it. 

This does build on the learning from the Transform programme which recognised 
the importance of whole system change and the wider responsibility for PEOLC 
across specialties, but did not prioritise this area of improvement over development 
within the team. 

22  How  should improvements be made?  

22.1 Key factors from the Transform programme 

Evaluation of the Transform programme included an overview of case studies which 
set out learning about the key factors supporting effective transformation.  A copy 
of this overview is shown in Appendix 9.  The key factors identified were: 

¶ Programme planning for success: a structured approach, with early input 
from a senior clinician, nurse, manager and quality improvement as well as 
engagement with ward leaders 

¶ Measurement for Improvement: being clear about aims, and using data to 
prioritise work  

¶ A whole system approach to improving acute End of Life Care 

¶ Sustaining improvement: Board support, role modelling, embedding a culture 
of compassionate care and using CQUINs to sustain improvement. 

22.2 Within the Botb programme  

The Botb programme was based on the development of local improvement plans 
with a clear template (the logic model). Although the logic model was not used 
everywhere, and some sites reported problems in getting to grips with it, every site 
was encouraged to take a programme planning approach with early engagement 
from the wider system. 

Measurement for improvement was discussed throughout the programme.  There 
was evidence that sites used available data to identify areas of need in planning 
their work.  However, the identification of suitable baselines and data to provide 
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evidence of improvement, although highlighted as a priority by a number of sites, 
was not always evident in the interventions made and reported in sitesô case studies 
and headline measure returns. 

A whole system approach was used throughout, and the outward facing nature of 
the interventions demonstrates that this was widely adopted by participating sites. 

The sustainability of change at local level lies outside the reach of the Botb 
programme. It was addressed within the programme but responsibility for achieving 
it will lie with the local sites after the completion of the programme.  To date, there 
is no evidence of how well interventions have been sustained since most are at very 
early stages of implementation, 

23  Part 4 summary - buil ding on learning  

¶ There is good evidence that Botb has built on the learning of previous 
programmes such as Transform by offering an opportunity for sites to address 
gaps in their system.  It did this by supporting them to implement ñtried and 
testedò tools and interventions that have been elsewhere and which fit within 
the current framework for PEOLC.   

¶ In particular, there is evidence that it supported sites to spread the remit of their 
improvement work beyond the boundaries of the PEOLC team.   

 ̄ It has been successful in building on previous work in in terms of the 
deployment of improvement to the wider system of care.  

 ̄ It can be seen as having achieved its aim of ñestablishing new areas of 
focusò in terms of the scope and reach of PEOLC as a component of 
good care throughout the acute setting. 

¶ There is no evidence that Botb has stimulated innovation in PEOLC models, but 
this is to be expected given that it was delivered within the context of an existing 
framework with identified building blocks for an optimised system. 

¶ There is evidence that the programme set out to build on learning about how to 
achieve improvement through the tools disseminated as part of the programme.  
With the exception of measurement for success (where evidence is patchy) this 
is reflected in the local improvement work to date. 
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Part 5   Summary and conclusions  

24  Summary  of evaluation evidence  

24.1 Question 1 (0 ï pages 19 to 29) 

¶ There is limited evidence at this point of which interventions undertaken by local 
sites under Botb have been effective in delivering improvements in outcomes 
for patients and carers.   

 ̄ Some of this lack of evidence can be attributed to the timing of this 
evaluation at a point immediately following the delivery of the 
programme and while the majority of sites are still at early stages of 
change implementation. This could potentially therefore be addressed 
by longer term evaluation of the interventions which have been put in 
place. 

 ̄ However, while some gaps in data are due to timing issues, others are 
attributable to deficits in measurement.  Evidence of relevant baseline 
measurements and/or robust measurement strategies having been 
developed as part of the overall improvement plan is variable. 

¶ The developmental nature of the programme has led to wide variation in the 
nature and scope of work between sites and this consequently provides limited 
scope for óside to sideô analysis of similar interventions deployed in different 
acute care systems. 

¶ There is some evidence of improvements in processes relating to recording of 
needs in some sites through relatively simple changes including new materials, 
education and training etc. 

¶ There is some evidence of the programme having an impact on culture and 
practice change within the acute care system, especially in relation to non-
PEOLC specialties. Case study evidence suggests that work to improve PEOLC 
was welcomed and well received by clinicians and staff in these other 
specialties. Longer term evaluation would be needed to assess the level to 
which this wider change becomes embedded within the system. 

24.2 Question 2 (Part 3 ï pages 30 to 48) 

 

What interventions have been effective in:  

¶ Ensuring that the holistic needs and wishes of patients, and their carers, 
are identified, assessed, recorded and accessible to the staff that are 
involved in their care?  

¶ Supporting patients, and their carers, to become increasingly in control 
of their care - as much as they want to - with a view to maximising their 
comfort and wellbeing and focusing on what matters to them as 
individuals, thereby improving the experience of care in the last 
months/weeks/days of life?  

 

What impact has the Botb programme had on:  

¶ The adoption of these interventions?  

¶ The capability, capacity, and resilience of staff to carry out 
improvement activity at the front line? 
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¶ There is evidence that the Botb programme was seen by those participating as 
having had a positive impact on PEOLC quality improvement at the local site 
level.  

¶ There is evidence that the programme has influenced the planning and 
implementation of specific interventions to improve PEOLC within local sites, 
but little evidence at this stage of its influence on embedding change within the 
system. These findings triangulate with evidence from the case studies 
examined in section 10. 

 ̄ Feedback from local sites provides a resource for future design and 
implementation of QI work in PEOLC in acute care and (potentially) the 
wider system of health and care. 

¶ There is good evidence that the establishment of the CoP has been a 
particularly influential and effective aspect of the programme. Increasingly 
positive relationships have been established as the CoP has developed across 
the last 2 years.  

 ̄ There is evidence that this has contributed to the successes reflected in 
other areas of the programme evaluation such as improved relationships 
within a local site, and between various groups on site that had not 
previously worked together, shared learning and cross fertilization of 
ideas.  

¶ There is good evidence that the programme team has created an environment 
that encourages professional openness, learning from peers, and sharing of 
both good practice and failures and frustrations. 

24.3 Question 3 (Part 4 ï pages 48 to 53) 

¶ There is good evidence that Botb has built on the learning of previous 
programmes such as Transform by offering an opportunity for sites to address 
gaps in their system.  It did this by supporting them to implement ñtried and 
testedò tools and interventions that have been elsewhere and which fit within 
the current framework for PEOLC.   

¶ In particular, there is evidence that it supported sites to spread the remit of their 
improvement work beyond the boundaries of the PEOLC team.   

 ̄ It has been successful in building on previous work in in terms of the 
deployment of improvement to the wider system of care.  

 ̄ It can be seen as having achieved its aim of ñestablishing new areas of 
focusò in terms of the scope and reach of PEOLC as a component of 
good care throughout the acute setting. 

¶ There is no evidence that Botb has stimulated innovation in PEOLC models, but 
this is to be expected given that it was delivered within the context of an existing 
framework with identified building blocks for an optimised system. 

¶ There is evidence that the programme set out to build on learning about how to 
achieve improvement through the tools disseminated as part of the programme.  
With the exception of measurement for success (where evidence is patchy) this 
is reflected in the local improvement work to date. 

To what extent can we demonstrate that the Botb programme has built on 
the learning from previous End of Life Care Hospital Improvement 
programmes? 
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25  Beyond the evaluation - headline messages  

This section lies beyond the formal scope of the evaluation which forms the bulk of this 
report.  However, the report authors made a number of observations during their work 
relating to the Botb programme and the wider area of PEOLC improvement.  These are 
set out below as headline messages. 

25.1 Measurement is not an optional activity 

This evaluation has been constrained by the availability and variability of data 
providing quantified evidence of improvement, especially in relation to the potential 
and actual impact of changes made at local level by participating sites. 

The programme design emphasised local autonomy and there were no standard 
interventions or approaches which sites were expected to adopt.  Given the range 
of the interventions made across the whole community of practice it is perhaps 
unsurprising that it was not possible to use the headline measures, as was hoped, 
to evaluate the relative impacts of interventions by theme across different sites and 
implementation contexts.  While the chosen headline process measures were not 
effective in providing robust data for evaluation of change at local level, sites had 
the opportunity to develop their own locally appropriate measures as part of their 
improvement plan, but not all did so in a way that provided quantifiable evidence of 
the impact of their Botb work compared to the baseline state of their system before 
the changes were made.   

Feedback from sites indicated that some experienced time and resource constraints 
on their ability to collect and report data. 

There is some evidence from the returns received from sites in relation to the 
headline process measures, and in their interview responses, that the process of 
thinking about data collection itself had some benefits to the sites and its future 
approach to planning improvement.   

This provides some pointers for future programme design and in particular the 
potential for local measurement strategies to be a priority component. The 
underlying programme logic model did cover the role of measurement in delivering 
evidence of change in some depth but there is little evidence at this stage, other 
than a small number of specific examples, of sites undertaking work in depth to 
design measurement strategies as part of their overall approach to improvement.    

It should be noted that at the outset of work on developing an evaluation framework 
in 2016, site leads identified the need to have evidence of the value of their work 
which could be used within their Trusts as a priority.  Despite this, a number of sites 
completed the programme with little robust evidence presented beyond anecdotal 
indications of potential future change.  While qualitative information and story-telling 
is essential to provide a rich picture of the impact of change, it is unlikely to be 
sufficient in itself to provide the rationale for ongoing investment in PEOLC in a 
system facing severe financial challenges and many potential projects competing 
for limited resources and capacity.   

Quantitative data and qualitative data are inherently linked through a two-way 
street. Qualitative data is nearly useless without being applied in a quantitative 
manner, and quantitative data cannot exist without qualitative data. 

Jenna Erickson, Codal, April 201729 

While measurement was addressed from the start of the programme, it was not a 
condition of participation.  There were opportunities for sites to share what they 

                                                
29 usabilitygeek.com/ux-designers-quantitative-data/ 

file:///C:/Users/Ayala/Documents/NCPC/usabilitygeek.com/ux-designers-quantitative-data/
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were doing in relation to measurement as part of the CoP.  Given that this was in 
the main by those sites who already had a robust information base and a relatively 
mature approach to informatics, it may not have helped those sites who did not have 
similar resources, or those for whom the topic of measurement continued to be a 
source of anxiety. 

A number of sites did not access, or develop a strategy to collect, effective baseline 
data on the starting state of their system to enable them to measure the impact of 
change.  In addition, several of the measures developed over the course of the 
programme were not effective in capturing change (often because they were at or 
near 100% before any change was implemented). 

The measurement that would be required to transform this picture need not be 
complex or time-consuming to develop ï given that the interventions are tried and 
tested, and the scale of their deployment generally small in scale, a working 
baseline (answering questions like: how many people do X now?/ how many 
patients receive Y now?) can be achieved through simple counting or audits, and 
repeated over time (or tracked on a real time basis if possible) to provide an 
indication of change.  

For those who are not already doing this, itôs unlikely that demonstrations of óbest 
practiceô informatics will be an effective motivator30.  The barriers are more likely to 
be lack of confidence about how to plan and execute measurement strategies that 
are ógood enoughô. 

With this in mind, future iterations of Botb could be more bullish in relation to 
developing measurement, for example by: 

¶ Requiring participating sites to provide a simple baseline measure related to 
their expected areas of change as a condition of sign-up (NB as reported in this 
evaluation, sitesô plans did change over time, and so it would be necessary to 
repeat this throughout the programme as new interventions were planned) 

¶ Requiring sites to develop a measurement strategy as a component of their 
improvement plan, and providing simple tools and templates for this 

¶ Offering support for teams on basic measurement skills and approaches not 
requiring the involvement of data specialists or informatics teams 

¶ Providing examples of simple ñcollect as you goò measures used elsewhere in 
relation to tried and tested changes 

¶ Supporting teams to present and communicate evidence of change within their 
own systems (eg to their team, their Trust and their stakeholders) 

25.2 Thereôs nothing wrong with the tried and tested 

There is no evidence that Botb has stimulated innovation in PEOLC models, but 
this is to be expected given that it was delivered within the context of an existing 
framework with identified building blocks for an optimised system. 

While Botb has not led to major innovations in PEOLC systems, it has been effective 
in supporting sites to implement tried and tested interventions that have helped 
them strengthen the foundations and move closer to the six ambitions set out in the 
national framework. 

Although it was not possible to identify tangible benefits in terms of improved 
outcomes at this early stage of implementation, our hypothesis is that these benefits 
are likely to be realised in the longer term. 

                                                
30 Good quality resources such as improvement.nhs.uk/resources/making-data-count/ are available, but SPC 

techniques and run charts may not provide the most accessible starting point for teams looking to take their first 
steps in measurement.  

file:///C:/Users/Ayala/Documents/NCPC/improvement.nhs.uk/resources/making-data-count/
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25.3 Innovation can lie in the where and who as well as the what 

Although the interventions deployed within Botb were tried and tested óbasicsô, the 
programme supported the participating sites to turn their focus outside the PEOLC 
team itself and to work with colleagues in other specialties and/or care sectors.  This 
in itself represents a significant shift in approach and a step towards delivering 
PEOLC as part of an integrated package of care for patient and carers. 

Currently, the concept of ñImprovement at the edgeò is being widely championed 
within NHS improvement thinking31.  The shift of focus from ñinside to outsideò the 
PEOLC team can be seen as a form of improvement at the edge and as such is 
potentially valuable as an example of supporting innovation in where the basics are 
delivered within the whole system. 

The programme was successful in encouraging the engagement of a wider range 
of stakeholders in the work.  A number of sites commented that they had been 
surprised (in a good way) by the receptiveness of their colleagues in other 
specialties to working on PEOLC.  It requires sustained effort to embed changes in 
behaviour (changes in materials are easier)  

25.4 The Community of Practice has more to offer ï if it can be resourced 

The CoP has become a valuable tool for its participants and (as a forum for 
collecting and sharing experiences and ideas) for the wider PEOLC community.  

However, to survive and thrive it will need continued investment from a central 
source in terms of leadership, coordination, and communication tools to foster 
ongoing team involvement and participation, and to enable further development. 
Technology has been an issue for this cohort and consideration should be given to 
how this is resourced in future if it is not to become a barrier to engagement.  The 
future success of any continued collaboration will to some extent depend upon 
improvements in the way participants are able to access the CoP. If the CoP is to 
be largely virtual in nature, then a more practical and widely accessible 
technological solution will be needed which does not depend on individual site 
funding. 

Technological solutions should not however obscure the importance of face to face 
communications in facilitating good relationships and (as mentioned by participants) 
in providing space and time for local teams to spend time with each other away from 
the immediate pressures of the day job.  The CoP events were good examples of 
face to face events which brought benefits beyond their formal planned content. 

The future CoP will also need continued commitment and support from participating 
sites (both existing and new). Further thinking around how to communicate the level 
of commitment needed, and what resources are required, to successfully participate 
in the CoP and contribute to ongoing shared improvement and development work 
might also result in any new participants being more fully engaged and thereby 
increase likelihood of impact.  

25.5 Thereôs still lots to do out there 

The Building on the Best programme was, as its name suggests, designed to work 
with sites which were already at the front of the pack in terms of their PEOLC 
systems and their approach to improvement. These sites were all readily able to 
identify gaps in their system which could be filled by introducing the tried and tested 
building blocks discussed above.  

                                                
31 Also known by at least one of this reportôs authors as ñthe guerrilla approach to changeò ï working in the 

background with a small number of enthusiasts rather than trying to change the whole organisation in one go 
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If these ñbestò sites recognised that they had a long way to go to achieve an 
optimised system, there is clearly significant scope for others elsewhere to work on 
the basics.  There are inevitable hurdles to cross in persuading people and systems 
to test ideas which have worked elsewhere ï but Botbôs focus on identifying 
potentially fruitful relationships across the whole acute care system provides a new 
way for sites to think about delivering improvement which can offer the scope for 
simple improvements without assuming that what will work in one place will work 
elsewhere. 

25.6 A change platform, not a change programme 

The relationships that local sites developed (and are continuing to develop) within 
their own systems are critical to achieving improvement.  However, Botb was also 
successful in creating a network that worked between sites.  The Community of 
Practice has been effective in supporting sharing of ideas and encouraging people 
to ñpinch with prideò.  This probably contributed to the observed shift between what 
sites planned to do at the start of the programme and what they actually did (as 
seen in Table 5). 

As such, Botb is a successful example of a change platform, as championed by 
NHSEôs Horizons Group: 

é ñchange platformsò (approaches to change that allow everyone to have a 
voice, to connect and collaborate and socially create the future) will lead to the 
demise of ñchange programmesò as we know them é 

Helen Bevan, NHS Horizons, July 201532 

25.7 The barriers to change are ñknown knownsò ï acknowledge them up front 

Sites identified a consistent set of factors which worked as barriers to implementing 
or embedding change in their system (see for example sections 13.3 and 16.9). 

None of these are peculiar to Botb or PEOLC and the same list could be identified 
for virtually any change project in any part of the public sector health and care 
system since its foundation. 

Future iterations of the programme could potentially start from the position that the 
same issues are likely to recur and address them up front in a number of ways: 

¶ By engaging top level support for the programme providing a line of support for 
sites via the óbrand valueô of Botb 

¶ By developing communications throughout the programme targeted at Trust 
management to deliver external messages about the value of their siteôs 
participation 

¶ Through the programme recruitment/ selection process (eg by reviewing the 
expected time commitment for the programme for future participants, adding 
additional requirements for support from Trust management including 
resourcing of technology/ time for the site to participate) 

¶ Through the programme content (eg by addressing strategies for working with 
stakeholders on conflicting protocols) 

¶ In particular, by strengthening programme content on measurement strategies 
(see 25.1 above) 

                                                
32 theedge.nhsiq.nhs.uk/scrap-the-programme-this-is-an-era-for-change-platforms/ 

http://theedge.nhsiq.nhs.uk/scrap-the-programme-this-is-an-era-for-change-platforms/
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26  Recommendations  

26.1 For programme commissioners and planners 

¶ Continue to support the CoP for existing participants 

¶ Roll out the Botb programme as a model of networked improvement, to 
additional sites (and existing sites if they wish to extend their participation eg 
into new areas of improvement) 

¶ Strengthen the measurement element of future programmes, and make it a 
condition of participation, as suggested in 25.1 

¶ Address the known barriers to change as an overt element in the programme 

¶ Consider additional evaluation of the current programme targeted at 
understanding the impact of interventions being made by local sites and the 
extent to which improvements have become embedded in local systems 

¶ In addition, a collaborative group such as the CoP may benefit from the use of 
an óRv Trackerô, a much simplified relational survey that will track ongoing 
relational health, give early warning of potential relational issues, and will embed 
relational thinking into the improvement of care programme  

¶ Communicate the benefits of Botb as a change platform 

26.2 For participants 

¶ Keep contributing to the CoP ï keep on ñpinching with prideò 

¶ Continue work on your existing improvement plan 

¶ Consider how change can best be captured and measured given the resources, 
tools and techniques available to the team ï donôt be afraid to do something 
simple 

¶ Consider how you could roll out the changes you make to other areas of your 
acute care system (or beyond) 

¶ Expect enthusiasm from colleagues and partner organisations ï working with 
you is valuable to them 

¶ Expect the óusualô barriers to change and take a proactive approach to 
managing the risk they pose to achieving improvement 

 
Whole Systems Partnership 
Lucy OôLeary 
Heather Wheeler 
Peter Lacey 

June 2018 
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Appendix 1  Abbreviations used in this report  

  

 

ACMP Anticipatory Care Management Plan 

ACP Advance Care Plan/ Planning 

Botb Building on the best 

CoP Community of Practice 

COPD Chronic Obstructive Pulmonary Disease 

EoLC 

 

End of Life Care 

EPaCCS Electronic Palliative Care Co-ordination Systems 

HUK Hospice UK 

NCPC National Council for Palliative Care 

NHSIQ NHS Improving Quality 

OP Outpatients 

PC Palliative Care 

PEOLC Palliative/ End of Life Care 

Rv Relational Value 

SPPC Scottish Partnership for Palliative Care 

STP 

 

Sustainability and Transformation Partnership 

WSP Whole Systems Partnership 
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Appendix 2  Building on the best in Scotland  

(source: SPPC)  
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About this report  
 

This document constitutes an interim report on the Scottish arm of the UK-wide quality 
improvement programme Building on the Best. It describes the background and local context 
of this work and outlines its implementation and key learning to date (May 2018).  

In Scotland, Building on the Best started in October 2016 and is due to complete in September 
2018, when this report will be updated and finalised.  

SECTION 1: BACKGROUND 

1.1 Local project co ntext  
For Scotland, two of the Building on the Best topic areas had a particularly good 
strategic fit with existing work locally: effective shared decision-making and improved 
communication between primary and secondary care. Consequently, the project in 
Scotland specifically sought to improve shared decision-making (SDM) and 
information-sharing in the acute medical setting for people with deteriorating 
advanced disease and their families.  

The local approach integrated two key aspects of quality improvement in relation to 
care planning and communication with people whose health is deteriorating and their 
families:  

ω A structured approach to communication and information-sharing by hospital 

teams.  

ω Collaborative work with patients, families and support groups to develop patient 

information resources to support active participation in care planning 

conversations. 

1.2 Project structure  

1.2.1 Project management and governance  

A project steering group of key stakeholders regularly reviewed progress and 
emerging findings. Clinical input to the group was provided by a Lead Palliative 
Medicine Clinician from each of the participating hospitals, a Nurse Consultant 
and a General Practitioner. Representation from Health Improvement 
Scotland and the National Clinical Lead for PEoLC and Nursing ensured 
alignment of the project with national policy. Representatives from Macmillan 
Cancer Support advised on patient and public engagement and 
communications. A Project Manager based at the SPPC led the day-to-day 
running of the project, undertook the patient and public involvement (PPI) 
component of the project and provided direct support to the participating 
sites. Progress reports were provided monthly to Macmillan Regional Team in 
Scotland, Macmillan UK HQ and the UK-wide Building on the Best operational 
group, and quarterly to the Macmillan UK programme oversight board.  
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1.2.2 Project sites  

Three Scottish acute hospitals developed and tested this work. These sites 
were selected on the basis of their established programmes of teaching and 
development to support improvements in palliative care and their existing 
strong links with other local palliative care services and community support 
services. Specifically, the project involved the Acute Medicine wards, which 
admit a high proportion of patients with deteriorating health and complex 
needs due to multi-morbidity, and one other medical speciality ward. The 
patients on the medical speciality ward brought a different demographic, and 
a range of different circumstances compared to those in the Acute Medicine 
wards 

The following provides contextual information about each of the participating 
hospital sites as well as some relevant local baseline information: 

Hospital Site A  

Site A is a teaching hospital and cancer centre, including a large medical 
assessment unit. The hospital provides services in accident and emergency, 
critical care, lung and colorectal cancer, palliative care and most medical and 
surgical specialties. Prior to joining Building on the Best, the local Palliative 
Care Team had undertaken a small-scale audit and intervention which sought 
to improve the delivery of palliative care in its Acute Medical Unit (AMU) 
through a daily proactive visit by the hospital Palliative Care Team to the AMU 
to review and discuss patients who may benefit from a palliative care 
approach. The intervention was extremely positively received by the AMU staff 
and resulted in quicker holistic palliative care reviews, quicker transfers to an 
appropriate place of care and fewer inpatient days in the acute hospital 
setting.  

Hospital Site B  

Site B is a teaching hospital and tertiary referral centre with a wide range of 
medical and surgical specialties. To establish an understanding of current 
practice, Acute Medicine staff conducted an audit of every bed space over a 2-
month period, generating a total of 72 data sets. This audit noted, among other 
ŘŜǘŀƛƭǎΥ ŜŀŎƘ ƛƴǇŀǘƛŜƴǘΩǎ ǳƴŘŜǊƭȅƛƴƎ ŎƻƴŘƛǘƛƻƴΣ ǘƘŜƛǊ ǊŜŀǎƻƴ ŦƻǊ ŀŘƳƛǎǎƛƻƴΣ 
number of previous unplanned admissions, current performance status, 
existing anticipatory care planning (ACP) information and, importantly, any 
documented ACP conversations with the patient or their family caregivers 
during their stay in the Acute Medicine ward. The analysis of these data 
showed that some opportunities for ACP were currently being missed with 
regard to inpatients whose long-term health was demonstrably on a 
downwards trajectory.  

Hospital Site C 

Site C is a large district general hospital. This hospital provides emergency 
medicine, general medical and surgical services and has close links with the 
regional cancer centre. Shortly before joining this project, a questionnaire was 
administered to all doctors at site C working in inpatient medical and surgical 
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specialities, emergency medicine, anaesthetics and intensive care medicine. 
The survey explored and compared the experiences of both consultants and 
lower-grade doctors with respect to caring for dying patients in an acute 
hospital setting and examined how these experiences related to existing 
training and learning opportunities and support offered to doctors. 

1.2.3 Project timeline and overview  

In Scotland, the project started in October 2016, running for 2 years to 
September 2018. In order to maximise cumulative learning generated across 
all participating sites and to support activities at each location, site 
involvement was staggered ς initial work started at site A, followed by site B 
and finally site C. However, throughout the lifetime of the project all three sites 
contributed to its ongoing development and related activities through 
involvement in the project steering group. 

 

The following outlines the broad phasing of activities along the project timeline:  

Development phase (October 2016 ς March 2017)    

ω Establishment of relationships with key stakeholders nationally and at each of the 

participating hospital sites. 

ω Completion of R&D, Caldicott Guardian, ethics approvals and hospital senior 

management team processes for the proposed activities in line with requirements 

in each participating NHS health board and hospital site.  

ω Development of draft resources and approaches to support holistic assessment, 

communication and anticipatory care planning with people whose health is 

deteriorating.  

Scoping phase (April 2017 ς December 2017)      

ω Scoping of current practice in participating wards at sites A and B.  

ω Patient and public consultations to inform project and resource development. 

ω Development of quality improvement plans in each locality.  

Implementation phase (January 2018 ς June 2018)            

ω Testing and refinement of draft resources at sites A, B and C. 

ω Implementation of any other QI activities informed by local scoping findings. 

ω Local evaluations using standard quality improvement methods.  

Evaluation phase (July 2018 ς September 2018) 

ω Programme evaluation with participating sites. 

ω Final data synthesis and reporting. 

ω Project dissemination. 
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SECTION 2: ACTIVITIES 

2.1 Site activities  
 

Initiatives in Scotland, as elsewhere in the UK, have focused on quality improvement 
relating to processes of care, raising staff awareness about identifying people with 
palliative care needs and training staff in evidence-based approaches to 
communication with patients and families. However, shared decision-making is much 
more effective and responsive when people have access to resources that help them 
be better prepared for conversations with professionals. An area of particular need is 
the current lack of suitable resources and information to help prepare patients and 
their families for the decisions that may be required when an episode of acute 
ŘŜǘŜǊƛƻǊŀǘƛƻƴ ƛƴ ǘƘŜ ǇŜǊǎƻƴΩǎ ƘŜŀƭǘƘ ƭŜŀŘǎ ǘƻ ŀ ƘƻǎǇƛǘŀƭ ŀŘƳƛǎǎƛƻƴ ƻǊ ƻŎŎǳǊǎ ŘǳǊƛƴƎ ŀƴ 
inpatient stay. Developing and testing such resources therefore became a core part of 
the project in Scotland. 

To establish a baseline understanding of current challenges and opportunities for 
improvement, we undertook in-depth scoping of current practice in the participating 
wards at sites A and B. Site C acted as an additional test site for the draft resources 
that were developed during the development phase to support the aims of the 
project. The implementation phase therefore featured two types of quality 
improvement activities in the participating wards: 

1. Activities informed by the findings from the scoping of current practice. These 
activities were specific to the needs and priorities of the individual ward and/or 
site. 

2. Testing of the draft resources aimed at staff and patients/caregivers to support 

shared decision-making. These resources comprised of: 

¶ Prompt cards for ward staff to facilitate a structured approach to 

communicating and information-sharing with patients and families,  

and  
¶ A complementary information leaflet and poster targeting patients and 

families. 

Four different types of prompt cards were developed for testing by the ward staff. 
Each of these was intended to be used as a quick reference tool to support staff with 
the identification of patients who may benefit from a palliative care approach as well 
as with the different types of conversations with patient and family members that may 
ensue in this context. Specifically, the four types of cards tested sought to help with 
the following:  

1. Identification of patients who may benefit from palliative care: This card 
ǎǳƳƳŀǊƛǎŜŘ ǘƘŜ ƪŜȅ ƛƴŘƛŎŀǘƻǊǎ ƻŦ {tL/¢ϰ ό{ǳǇǇƻǊǘƛǾŜ ϧ tŀƭƭƛŀǘƛǾŜ /ŀǊŜ  Indicators 
Tool) and, depending on the outcome of this assessment, prompted a sequence of 
next steps. 

2. Anticipatory care planning: This card provided a structure and exemplar prompt 
questions to initiate and effectively navigate a care planning conversation. 
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3. Deteriorating health: This card provided a structure and exemplar prompt questions 
ǘƻ ƘŜƭǇ ƛƴƛǘƛŀǘŜ ŀƴŘ ǎŀŦŜƭȅ ŘƛǎŎǳǎǎ ŀ ǇŜǊǎƻƴΩǎ ŘŜǘŜǊƛƻǊŀǘƛƴƎ ƘŜŀƭǘƘ status.  

4. Talking about dying: This card provided a structure and exemplar prompt questions 
to help initiate and safely navigate conversations around death and dying with 
patients and their families. 

 The patient/caregiver information leaflet and poster were designed to complement 
 these staff resources and sought to promote awareness and preparedness regarding 
 decision-making conversations during a hospital admission. The posters were 
intended to be displayed in strategic areas of the hospital ward to ensure maximum 
visibility for patients and visiting family, and included a prompt to pick up a leaflet for 
more  detailed information.  

A first draft of the resources was produced by one of the site leads during the 
development phase of the project. These drafts were then shared with the project 
steering group, other healthcare professionals and members of the public through our 
consultation activities outlined in section 2.2. The resources were subsequently 
revised in line with the comments received to create the baseline resources used for 
testing and further refinement on the participating wards. Macmillan Scotland 
Communications staff provided support with poster design and printing. Testing of 
these resources was undertaken by all three project sites. 

2.2 Patient and public involvement activities  
 

As service user and public engagement was central to this project, we sought to work 
closely with PPI groups in the participating health boards. In doing so, we hoped to: 

a. DŜƴŜǊŀǘŜ ōŜǘǘŜǊ ǳƴŘŜǊǎǘŀƴŘƛƴƎ ƻŦ ǇŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ƻŦ ǎƘŀǊŜŘ ŘŜŎƛǎƛƻƴ-
making in the context of an unplanned hospital admission with deteriorating 
health and their ideas for improvement.  

b. Work with service users and members of the public to develop information 
and support resources for patients and families. 

We approached national and local organisations advocating for patients, caregivers or 
older people, generic patient/public involvement (PPI) networks as well as groups with 
established links to the project team. The resultant focus groups were coordinated by 
the Project Manager and facilitated in partnership with Macmillan Engagement staff. 
Section 3.3 outlines further details of these focus groups and their outcomes.  

SECTION 3: LEARNING 

3.1 Project evaluation  
The local evaluation approach was developed by the project steering group. To 
facilitate the comparison of findings, it aimed to identify measurement approaches 
which were uniform across the participating sites and aligned as closely as possible 
with the methodologies used in the other UK nations. At the same time, the group 
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recognised that the framework needed to be as flexible and responsive as possible to 
local priorities, processes and structures in order to reduce the additional burden on 
participating ward teams. Consequently, local differences exist with regard to both 
measurement and data collection approaches. While this limits the extent to which 
comparisons may be made across the sites, there is much useful learning to be 
gleaned from the aggregated findings.  

Building on the Best in Scotland sought to support hospital staff to more consistently, 
effectively and collaboratively conduct anticipatory care planning with patients whose 
health is deemed to be on an irreversible downwards trajectory. It also aimed to have 
patients and families better informed, prepared and able to contribute their views and 
priorities to decisions regarding their future treatment and care. To assess the success 
of this project in achieving these ambitions, the evaluation framework considered 
measurement approaches related to three specific aspects of project delivery:  
 

 1. Effectiveness and impact of site-specific quality improvement activities 

 2. Effectiveness and impact of the draft resources 

 3. Impact of project participation on staff and patient/caregiver experiences and 
   outcomes 

1. Effectiveness and impact of site -specific quality i mprovement 

activities  

The appropriate evaluation approach is informed by the activity in question 
and the measurement approach determined by the individual staff teams.  

 

2. Effectiveness and impact of the draft resources  

 

  

  

ACTIVITY PLANNED MEASUREMENT APPROACH 

Communication 
aids for staff 

¶ Feedback from hospital staff on their experiences of using the 

ǇǊƻƳǇǘ ŎŀǊŘǎΣ ŀƴŘ ǎǇŜŎƛŦƛŎŀƭƭȅ ƻƴ ǘƘŜ ŎŀǊŘǎΩ ǳǎŜŦǳƭƴŜǎǎ ŀƴŘ ǘƘŜ ǳǎŜǊ-

friendliness of the current format 

Patient 
information 
leaflet and poster 

¶ Feedback from hospital staff regarding perceived effectiveness, 

impact, resource placement, etc 

 

¶ Ward staff to seek feedback from patients and families regarding 

resource awareness and thoughts on content and effectiveness 
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3. Impact of project participation on staf f and patient/caregiver 

experience and outcomes  

 

ACTIVITY MEASUREMENT APPROACH 

Comparison 
against baseline 
data  

¶ Comparison against the scoping findings at sites A and B 

where appropriate 

 

¶ Re-audit of inpatient admissions to Acute Medicine at site 

B 

 

¶ Re-rǳƴ ƻŦ ǉǳŜǎǘƛƻƴƴŀƛǊŜ ǎǳǊǾŜȅ ŀōƻǳǘ ƳŜŘƛŎŀƭ ǎǘŀŦŦΩǎ 

confidence regarding the care of dying patients at site C 

Patient/caregiver 
perceptions 

¶ Hospital staff to administer CollaboRATE survey tool to 

inpatients and their families to glean their perceptions 

and experiences of SDM on participating wards 

 

¶ Review Patient Experience survey data where these exist 

locally 

Staff perceptions  ¶ Short telephone interviews with key staff in each 

participating ward as well as with site leads regarding 

their experiences and perceptions of changes to local 

attitudes, practices or processes which they feel can be 

attributed to project participation. 

 

At the time of writing, Building on the Best in Scotland is still in its implementation 
phase; consequently, this document does not report on any evaluation findings at this 
time. Subject to successful implementation of measurement the above evaluation 
data will be included in the final project report to be completed in September 2018. 

3.2  Programme learning  
This section presents the key learning generated by the Building on the Best project in 
Scotland. As its implementation and evaluation are still ongoing, what follows reflects 
emergent learning points only.  

The first part (3.2.1) outlines the main findings from the scoping of current practice, 
details the testing of the draft communication resources, and describes any further 
quality improvement activities undertaken by the staff teams in relation to this 
project. The second part (3.2.2) considers the effectiveness and impact of a 
programme such as Building on the Best in effecting engagement and change in acute 
hospitals with respect to current attitudes and approaches relating to the care of 
patients who are approaching the end of life. Finally, section 3.2.3 considers the 
process and practicalities of working closely with acute hospitals on the development, 
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implementation and evaluation of quality improvement activities in the realm of 
palliative and end-of-life care. 

3.2.1 Learning at site -level  

Instructive project learning was generated through the following hospital-
based activities: 

¶ The scoping of current practice at two of the participating sites;  

¶ The testing of draft resources to better support both staff and 

 patients/caregivers; 

¶ Other quality improvement activities implemented by participating 

ward  teams. 

The following section outlines the findings from each of these activities as far as they were 
available at the time of writing. 

Scoping of current practice  

Given the importance of a collaborative approach to working with hospital teams and a 
commitment to involving service users as active participants throughout, data was 
collected in three ways:  

¶ From interviews with hospital staff, patients and family caregivers; 

¶ From routinely available documents and data about service provision and outcomes; 

¶ Through observing care processes and interactions on the participating wards.  

All data collection was undertaken by the Project Manager, an experienced health 
services researcher. The planned methodology for conducting the ward observations was 
based on the Workplace Culture Critical Analysis Tool (WCCAT). However, the logistics of 
observing certain ward activities, and particularly doctor-patient interactions, proved 
ŘƛŦŦƛŎǳƭǘ ƛƴ ǇǊŀŎǘƛŎŜ ŘǳŜ ǘƻ ǎƻƳŜ ƻŦ ǘƘŜ ǿŀǊŘǎΩ ǇƘȅǎƛŎŀƭ ŜƴǾƛǊƻnments and modes of 
working. Scoping was consequently refocused to concentrate on the observation of staff 
discussions and decision-ƳŀƪƛƴƎ ǊŜƎŀǊŘƛƴƎ ǘƘŜƛǊ ƛƴǇŀǘƛŜƴǘǎΩ ƻƴƎƻƛƴƎ ǘǊŜŀǘƳŜƴǘ ŀƴŘ ŎŀǊŜ 
as well as on maximising the feedback gathered through the stakeholder interviews.  

LƴǘŜǊǾƛŜǿƛƴƎ ǇŀǘƛŜƴǘǎ ŀƴŘ ŎŀǊŜƎƛǾŜǊǎ ǇǊƻǾŜŘ ŎƘŀƭƭŜƴƎƛƴƎ ŘǳŜ ǘƻ ǇŀǘƛŜƴǘǎΩ ƎŜƴŜǊŀƭƭȅ ǇƻƻǊΣ 
and often actively deteriorating, condition during inpatient episodes and relatedly, 
identifying the appropriate time for an approach. We consequently also consulted the 
findings of local patient experience surveys, which included items relevant to shared 
decision-making (SDM), for each of the participating wards. As such, patient and caregiver 
feedback gathered during the scoping phase was relatively limited and specific to each 
locality. However, we elicited relevant views regarding SDM in the acute hospital setting 
more generally as part of our PPI activities, the findings of which are outlined in section 
3.3. 

Findings from each of the three data sources (interviews, documents/records and 
observations of practice) were integrated to describe the challenges and resources 
regarding high quality care of people with deteriorating health and their family members, 
and formed the basis on which the individual staff teams subsequently agreed their 
priorities for change. 
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As site C acted as a test site only no local scoping was undertaken. The following scoping 
data were collected at sites A and B: 

ω 60 episodes (77hrs) of observations of general ward activities, ward rounds, multi-

disciplinary staff meetings, handovers, individual doctor-patient/caregiver 

interactions  

ω 44 interviews with ward staff (involving all levels of nursing and medical staff) 

ω 8 interviews with patients and family members 

ω Findings of local inpatient experience surveys for each participating ward 

ω Current use of documentation and leaflets 

ω Case note review of 72 inpatients (site B only) 

The following summarises the findings that were common across the participating sites. 
Where suitable, these findings are illustrated using quotes from the qualitative 
interviews.  

 

1. There is currently no systematic identification of people who may benefit from care 

ǇƭŀƴƴƛƴƎΣ ŜΦƎΦ ǘƘǊƻǳƎƘ ǘƘŜ ǳǎŜ ƻŦ ŀ ǾŀƭƛŘŀǘŜŘ ǘƻƻƭ ǎǳŎƘ ŀǎ {tL/¢ϰΦ 

 

 

 

 

 

 

 

2. Levels of staff expertise and confidence regarding discussing deteriorating health with 

patients and families vary greatly, but there is an appetite for learning and 

ƛƳǇǊƻǾŜƳŜƴǘ ōȅ ŀƭƭ ǿŀǊŘ ǎǘŀŦŦΣ ƛƴŎƭǳŘƛƴƎ ΨǎŜŀǎƻƴŜŘΩ ŎƻƴǎǳƭǘŀƴǘǎΦ 

 

  

There is always that question about are we being realistic, especially with the chronic 

patients. We do set reasonable long-term goals with them themselves, but on two occasions 

Iôve seen people who are unwell here and I do think, ñYouôre going to be ill a couple of weeks 

and then youôre going to run out of steam.ò When are we going to recognise when is that 

point? I think we could maybe be better at recognising that. 

(Specialty Registrar) 
 

Some sort of communication skills course specifically  

for breaking bad news and resuscitations would be great.  

(Acute Medicine Consultant) 

 

If they want me to do advanced communication training then that would be great,  

I would love to do something like that.  

(Specialty Trainee) 
 

You always want to learn. And if thereôs new techniques out there or  

another way of doing things then I would be quite willing to do that. 

(Acute Medicine Healthcare Assistant) 
 

 



72 
 

3. Care planning conversations with patients and families are typically conducted by 

senior staff, with only occasional involvement by junior and nursing staff. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

4. The role of nursing and auxiliary staff in SDM through their formal and informal contact 

with patients and families is largely overlooked. 

 

 

 

 

 

 

 

5. Poor patient awareness and readiness to discuss their future treatment and care is a 

key barrier to effective SDM. 

 

Personally I would [like to be more involved in difficult conversations], however, itôs 

difficult because you can go to the meeting and be hugely supportive in the meeting, the 

doctors leave and you can stay, maybe give them a cup of tea and chat over some things, 

but then at the back of your mind you are still thinking, ñIôve got five other patients to 

look after,ò and you come out and the relatives go back to the patient and they might still 

want the support ongoing, but you still have other people to look after. (Specialty Staff 

Nurse) 

 
 

In terms of training it would help [to be present for difficult conversations]  

for when I have to start having those conversations with patients, but then I understand 

that itôs better if itôs a more intimate group of people. 

(Acute Medicine Junior Doctor, Foundation Year 1) 
 

We often have casual conversations with patients while washing them,  

like you ask them about their past. They will then often say that they donôt think  

they have long to go, or what they have or havenôt told the family. 

(Specialty Healthcare Assistant) 
 

The actual end-of-life discussions are often much more straightforward,  

because you can see the patient is dying and the family can very clearly see that  

the patient is dying, and if they have a cancer diagnosis then everybody feels comfortable 

that that is something that inevitably leads to death. (...) With chronic disease, patients often 

bounce in and out of hospital multiple times before reaching their terminal illness  

and often relatives see them from looking unwell to well again to unwell to well again (...), 

so therefore to use this opportunity to say, ñWeôre worried theyôre in this revolving door 

situation,ô is often met with a degree of disbelief. 

 (Specialty Consultant) 
 

Itôs often the surprising ones that have been in and out or are really frail or in a 

wheelchair and the family arenôt realistic at all. 

(Acute Medicine Registrar) 
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6. As a result of system pressures nurses are rarely able to join medical ward rounds, thus 

limiting their critical contribution to SDM processes. 

 

 

 

 

 

 

 

 

 

7. /ƻƴǾŜǊǎŀǘƛƻƴǎ ŀƴŘ ǘƘŜƛǊ ƻǳǘŎƻƳŜǎ ŀǊŜ ƻŦǘŜƴ ǇƻƻǊƭȅ ŘƻŎǳƳŜƴǘŜŘ ƛƴ ǇŀǘƛŜƴǘǎΩ ƳŜŘƛŎŀƭ 

notes. 

 

 

 

 

 

 

 

 

 

 

8. Currently, discharge letter templates do not encourage inclusion of anticipatory care 

planning (ACP)-related information or prompts for community-based care 

professionals, leading to such information being omitted. 

 

9. Staff currently do not make good use of existing support resources, e.g. the national 

DNACPR leaflet.  

 

Testing of draft resources 

All three sites tested a set of the draft resources aimed at staff and patients/caregivers to 
support shared decision-making. The development process of the first test versions of these 
resources was described in section 2.1.  

Prompt cards for ward staff  

The Project Manager briefed participating ward staff about the aims and use of the cards 
during routine staff meetings. Both nursing and medical staff of all grades were issued with 
the cards and it was left to the individual teams to identify the most manageable approach 
for them regarding testing and providing feedback. Some teams focused their initial rounds 
of testing on their senior medical staff with existing expertise in conducting difficult 

We donôt really get the opportunity to go on ward rounds,  

because weôre too busy doing IVs or medications. 

(Specialty Staff Nurse) 
 

Most ward rounds we donôt have a nurse with us. I think that would be very, very helpful, 

because (...) the nurse definitely knows the patient better than the doctors [do]. 

 If we had a nurse with us that would be great for everyone, most importantly the patient.  

(Specialty Junior Doctor, Foundation Year 1) 
 

I think where there are major decisions made about ceiling of care or  

DNACPR decisions, I think those are quite well documented. The more preliminary 

discussions and updates on condition and raising concerns that maybe theyôre worse 

now than they were 3 months ago, I donôt think these are routinely documented well.  

(Specialty Consultant) 

 

Conversations on the whole are not well documented. (...) I donôt think weôre very good 

at it unless youôre in defensive mode and think you might get a complaint. 

(Specialty Registrar) 
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conversations. Others incorporated the cards into communication role play exercises with 
their junior staff.  

As testing is still ongoing, this section will be updated with the findings for the final report due 
September 2018. 

 

Information leaflet and poster targeting patients and families  

All sites were issued with a small number of posters and leaflets for testing. Again, it was left 
to the individual ward teams to organise the testing and evaluation processes in a way that 
was appropriate and manageable locally.  

 

As testing is still ongoing, this section will be updated with the findings for the final report due 
September 2018. 

3.2.2 Learning at programme -level  

This section considers the effectiveness and impact of a programme such as 
Building on the Best in effecting engagement and change in acute hospitals 
with respect to current attitudes and approaches regarding the care of 
patients who are approaching the end of life. Of course, given the constant 
strive for service improvement at individual ward, hospital and regional NHS 
board levels and the multitude of improvement approaches being tested and 
implemented at any given time, caution must be taken regarding any 
improvements observed as part of this project and the extent to which they 
may be attributed to the project. 

 

 

 

 

3.2.3 Delivering the programme  

The following considers the process of working closely with acute hospitals 
on the development, implementation and evaluation of quality improvement 
activities in the realm of palliative and end-of-life care. These learning points 
should be considered when developing similar programmes in the future.  

 

 

 

Key learning points 

To include findings from staff interviews to be conducted August/September. Section to be 

completed at the end of the project, September 2018. 
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¶  

¶  

¶  

¶  

¶  

¶  

¶  

¶  

¶  

 

3.3 Learning from patient and public involvement  
Focus groups were arranged using a piggy-back approach, i.e. by approaching existing 
ƛƴǘŜǊŜǎǘ ƎǊƻǳǇǎ ǿƘƻǎŜ ƳŜƳōŜǊǎƘƛǇ ǊŜŦƭŜŎǘŜŘ ǘƘŜ ΨǘŀǊƎŜǘ ǇƻǇǳƭŀǘƛƻƴΩ ƻŦ ǘƘƛǎ ǇǊƻƧŜŎǘΦ 
We conducted six focus groups with a total of 54 respondents in locations across 
Scotland. This included: one established PPI group located in one of the three 
ǇŀǊǘƛŎƛǇŀǘƛƴƎ bI{ ƘŜŀƭǘƘ ōƻŀǊŘ ŀǊŜŀǎΣ ǘƘǊŜŜ ƻƭŘŜǊ ǇŜƻǇƭŜΩǎ ŀŘǾƻŎŀŎȅ ƎǊƻǳǇǎ ŀƴŘ ǘǿƻ 
groups with residents attending a respite centre for people with long-term conditions. 
A question guide was used to give structure to these discussions. We also sought 
feedback from a virtual PPI network operating in another of the three participating 
health boards, which generated insight from a further eight respondents. This PPI 
feedback informed some of the revisions of our draft support resources for 
subsequent testing in the participating wards. 

In general, respondents welcomed the project, but questioned its ability to deliver meaningful 
change. They shared stories of both positive and negative experiences related to patient-
carer-professional conversations in the hospital setting. Across all groups, participants 
reflected on the need for better and more consistent information and agreed that healthcare 
ǇǊƻŦŜǎǎƛƻƴŀƭǎΩ ŎƻƳƳǳƴƛŎŀǘƛƻƴ ǎƪƛƭƭǎ ƴŜŜŘŜŘ ƛƳǇǊƻǾƛƴƎΤ ǘƘƛǎ ǊŜƭŀǘŜŘ ǘƻ ǘƘŜ ǳǎŜ ƻŦ ƳƻǊŜ 
accessible language, compassion and respect. Furthermore, having a single named contact 
who is able to advise and signpost in relation tƻ ŀ ǇŜǊǎƻƴΩǎ ŎŀǊŜ ƛƴ ƘƻǎǇƛǘŀƭ ŀƴŘ ŀŦǘŜǊǿŀǊŘǎ 
was considered key to achieving effective communication and SDM. 

Key learning points 

¶ Local leadership from senior hospital-based palliative care staff is vital, as are their 

relationships with other hospital specialty leaders. 

¶ There is fantastic engagement and commitment from some generalist hospital staff, 

across professions. 

¶ Hospital management is welcoming and supportive, but not heavily engaged. 

¶ There is added value to be had from cross-site collaboration (e.g. the ability to compare 

and contrast, share development burdens, collectively problem-solve). 

¶ Scoping and feedback prompts important and valuable reflection, discussing and 

planning for improvement.  

¶ Measurement of meaningful outcomes is very difficult. 

¶ Measurement of process indicators is not seen as very meaningful (and is therefore 

not very engaging). 

¶ Time pressures on acute staff are extreme, making timescales for activity and change 

very long. Staff shortages and winter pressures are particularly disruptive of plans. 

¶ Views and experiences of patients and families can sometimes be elicited, but this is 

tricky at scale. 
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SECTION 4: CONCLUSION AND POTENTIAL NEXT STEPS 
 

 

 

To be written up upon completion of the project in Sept 2018. 

 

 

 

 

  

Key learning points 

¶ Piggy-backing onto existing groups is challenging as they have their own agendas, and 

adequately briefing groups on the background and aims of the project took a significant 

percentage of the time allocated.  

¶ One-off discussions are poorly suited to this complex and emotive topic. It proved difficult 

ǘƻ ŎƻƴǾŜȅ ǘƘŜ ǎǳōƧŜŎǘ ƳŀǘǘŜǊ ŎƭŜŀǊƭȅ ŀƴŘ ǎŜƴǎƛǘƛǾŜƭȅ ŀƴŘ ǘƻ ƳƻǾŜ ōŜȅƻƴŘ ǊŜǎǇƻƴŘŜƴǘǎΩ 

personal stories, which limited engagement on detail in the time available.  

¶ A dedicated user group with perhaps bi-monthly meetings may be more appropriate in 

order to build relationships, understanding of the project and allowed for more in-depth 

engagement and learning. 

¶ A dedicated engagement budget, which is appropriate and aligned to an engagement 

plan and process, should be provided. 
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Appendix 3  Logic model with measure  and appendix  

(Source: Botb programme team) 






































