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Executive Summary

About this document

This document forms the final report on
of the Building on the best (Botb) programme on palliative and end of life care! (PEOLC)
in acute hospitals in England?.

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
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Question 1 0 effectiveness of interventions

What interventions have been effective in:

1 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?

1 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?

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

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

9 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.

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

1 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 Councildef i ni ti on of &éend of |1 ifed as
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.
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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:

1 (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

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

1 (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

1 (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

1 (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

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

1 (Site J) i 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:

1 (Site C) new ACP promotional materials and patient leaflets in public areas to
encourage patients to O6start the co

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

1 (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.

1 (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

1 (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
1 Thereis 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.

9 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 O6side to sided analysis o
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 d impact of the programme

What impact has the Botb programme had on:
1 The adoption of these interventions?

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

Summary of evaluation evidence

1
)l

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
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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.
1 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  d building on past learning

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

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
Care® 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

1 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

testedo tools and interventions withimt

the current framework for PEOLC.
1 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.

good care throughout the acute setting.

9 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.

1 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
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relating to the Botb programme and the wider area of PEOLC improvement, set out in

section 25 and summarised below.

1 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.

1 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.

T Although the interventions deployed with
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.

1 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.

1 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 i mprovement. I f th
long way to go, there is clearly significant scope for others elsewhere to work on
the basics.

1 Botb was successful in creating a network that worked between sites. The
Community of Practice has been effective in supporting sharing of ideas and

e

encouraging people to Api ncasuceassful expmpied e 0.

of a change platform, as championed by NHSE&s Hori
9 Sitesidentified 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

=4 =4 -4 -8 -8 9
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For participants

Keep contributingtothe CoPi keep on Apinching with prid
Continue work on your existing improvement plan

Consider how change canbe measuredi don 6t be afraid to do
Consider how you could roll out the changes you make to other areas

Expect enthusiasm from colleagues and partner organisations

Expect the d6dusual 6 barriers to changemand
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1 About this document

This document forms the final report on Whole Sy st ems Partnership (WSP)
of the Building on the best (Botb) programme on palliative and end of life care* (PEOLC)
in acute hospitals in England®.

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

This report set s oolithe efé&tiPebess ot theaprogranimie 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 GeneralMe di cal council definition of 6end of I|ifebo
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.
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2.2

outstrips any assessment of changing underlying population health needs®. 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 toneed. Thi s appl-hospg al @ G@pmgent
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 Derbyshire’, 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 Kent® 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.

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)32
highlighted that people are less likely to experience good quality of care in hospitals.

The 2015 VOICES survey® 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)° i dent i fi ed HAunacceptable

palliative and end of life care such as access to pain control, related to different care

settings 0 Health iBerviced @nabudsman! f ound t hat t he

expectation that an older person or their family may have of dignified, pain-free end
of |l ife care, in clean surroundings i

Our Commitment to you for end of life care: The Government Response to the
Review of Choice in End of Life Care (2016)*? 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
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information see www.thewholesystem.co.uk/wsp-client-work/
Information available at www.thewholesystem.co.uk/wsp-client-work/
Available at www.ippr.org/research/publications/end-of-life-care-in-england
National Survey of Bereaved People (VOICES):

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

veyofbereavedpeoplevoices/england2015
Available at www.endoflifecare-intelligence.org.uk/resources/publications/what we know now 2014
www.ombudsman.org.uk/sites/default/files/Dying without dignity.pdf

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).

1
1

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.

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 2017* 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 ilinesses 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 View'* and the NHS Mandate®® both highlight
the importance of end of life care. However, many STP& Transformation plans do
not include end of life care as a priority*®. 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
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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 projects?’) and ultimately Botb have learning to offer others with
lessons learnt and shared in this report.

3 Aboutthe Building on the best (Botb) programme

3.1 Building on the best Programme Vision

3.2

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 o n e geésonal
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 care®®.

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.

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/

8T he

ARoute to successo document produced in 2015

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

1 Clear executive support for being part of the programme

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

1 Evidence of data collection

1 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 ref.@

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 Trusts6
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 methodology®® 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 NHSIQ®. It encouraged teams to explore

wor king fAat the edgeodo and, fa exanpiedo ifitiatea d i t i on
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

Programme approach

Board and

Programme

Figure 2.
leadership implementation

Building
J onthebest
shared purpose

: > Application of o S
Hospn;:als Team equipped quality Building S)_’HD:J:
ot improvement on the management

evidence of i
: science
improved o best

Health and social

topic

quality and id Cammuncalan
experience RCONOM Y NI Collaborative areas an Lansle
of care enablers approach
Engaged
Communities Wider enablers Oulpatiant
Supported for change ==1ling
patients and
Long term outcome Capability
\ Y J . J ;‘(—}
i1

e

Programme outcomes  Implementation Intervention

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

Bhttp://www.ihi.org/lresources/Pages/IHIWhitePapers/TheBreakthroughSeriesIHIsCollaborativeModelforAchievin
gBreakthroughlmprovement.aspx

20 http://theedge.nhsig.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:

1 Shared decision-making

1 Pain and symptom management

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

1 Handover (see 3.8.1)

381 Noteon definition of 6handover 6

There was some inconsistency in the programme communications relating to the
definition of this theme. The |l ogic model
primary <careo, although the accomghrnying
community and social care in addition to primary care. The programme launch
materials refer to Ahandover bet ween acut
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
fh a n d oapglieddo 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:

Number of sites (of 10)

Programme theme indicating intention to
include, April 2018
Shared decision-making 7
Pain and symptom management 6
Outpatient appointments (in relation to discussions 3
about advance/ anticipatory care planning)
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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3.10

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 sitef6s whole i mprovement plan.

The progr a mme 6 s d e v eppmarimmeant dhiat 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 litle 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.

Programme content

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

outlined below:

1 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

6sustainability tool kit 6tion praocning d i

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.

1 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,

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

July 20167 to support teams with their driver diagrams / identify priorities
following analysis and diagnostics;

October 2017 1 for teams to present their emerging case studies and
gain peer support and challenge. These three cluster events also

ng dri

included o6resilience. and self cared wo

9 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 1 site teams presenting to each other their case for

change. A supportive O6confirm an

June 2017 1 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.

1 To support the legacy from the programme, all site teams (including Scotland
and Wales) will be given access to Hospice 1Q. 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 guestions

4.1

4.2

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??

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:

1 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.

1 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 organisations?2:
Q1 What interventions have been effective in:

9 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?

1 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:
1 The adoption of these interventions?
1

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 guestions formed the basis of the evaluation framework and have been used

as the basic structure for this report.

2 Source: Invitation to Tender for the development of a monitoring and evaluation framework and plan
6Bui |l di n,dNCRChAugukt80l®b e st &
22 Source: Invitation to Tender for the development of a monitoring and evaluation framework and plan
6Bui |l di n,dNCRChAugukt80l@b e st &

for

for
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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

5.2

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.

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:

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

1 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.

Elements of the Evaluation

Owerall picture of what each site has been doing {potentially
Lacal Bvaluation in the form of & case study) including local process &
outcome measures; and patient, carer, staff experience

Provides validation through peer review on the work of each
site

Headline process Commen headline measures for each topic area across all
TMEBSUTEs sites

Botb delivery team

SRR el Assess the relational value among staff involved in each site

g
&
#
=]
a
=
@
-—
=
3
2
W

Both programme delivery team from the perspective of the
sites involved across England and Scotland, generating
learning for the programme team

Effectiveness of the
Botb intervention

=6
]
=
E'm
g3
%8
W

FINAL REPORT The overall impact of the programme

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 (RY) element of the evaluation.

Due to time and resource constraints within both local sites and the delivery
team, the scope of the RY 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 Peerreview

Peer review was not pursued in depth but addressed inrelaton t o si t esd c.
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

Desk research
and analysis

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:
1 Headline process measures
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1 Local case studies

1 Questionnaire and interviews with local site representatives
1 Relational value assessment

9 Desk research and analysis

Parts 2, 3 and 4 below assess the findings of each element of the evaluation.
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 1 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:
1 Headline process measures
1 Case studies

is identified only by code letter.

Each site |l ead has been made awablingeachf t he
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 7 impact of the programme (Q2)

Any site-specific data referred to or quoted in this report in relation to:
1 The programme effectiveness survey and follow-up interviews
1 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 teambs wor k.
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Part 2

Evaluation of intervention effectiveness (Q1)

What interventions have been effective in:

1 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?

1 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?

8 About this part

8.1

8.2

8.3

Data included in Q1 evaluation

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

considered:

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

1 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.

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.

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:

T They | ooked only at the | asfe; epi sode

19

of

C ¢



1 They related to all hospital services, whereas Botb relates only to a subset of
them;

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

Pain and Symptom |The % of current patients (within local scope) for whom
Management 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 team?

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)

6Local scopebd refers to the areas (specialt!
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:

1 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%.

1 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)

1 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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11

10.2 Quotes from case study data

This part of the report includes a number of quotes taken from Case stud
the case studies submitted by the participating sites. These y
are designed to add richness and context to the overall = duotes appeari
picture. Although they provide an additional perspective on | text boxes like

the gener al 6 fthe adatd received, difere is no this one
implication that the views expressed in are representative of
all the sites.

10.3 Published case study data

Published versions of the posters summarisingthes i t es 6 case studi

at www.hospiceuk.org/botb.

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 | KN ow what you di
attributable to the themes that they had | are immersed in the project and y«

AAs with any project,yoa f t e n

originally identified, shown in Table 1:. gain a better understanding of
This was perhaps unintended but was in patient pathways and needs.
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.
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http://www.hospiceuk.org/botb

AThis valuabl e exercise in the pil«
many of the aspects of thepartment was limited or unknown. This function
il denti fied existing processes, re

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 Example interventions
theme
Shared 1 Developing a template for patient conversations
decision f  Exploring volunteer-led Advance Care Planning (ACP)
making f  Combining documentation on ACP
1 Ward-based role modelling to support creation of treatment
escalation plans
Pain and i Standardising documentation of care for terminal agitation of

symptom patients in three different medical wards

management 1 Implementing standards for timing of opiate prescribing for
palliative patients

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

Communication | Opportunistic training during ward visits

on handover 1 Introducing rapid PEOLC transfer to enable patients to return
home within 2 hours of discharge

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

Outpatients 1 Introducing bleep system for OP staff to PC team for help and
advice

1 Promotional materials for patients in outpatient settings
encouraging them to é6start t

1 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)
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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
i mpact on
c h a n.gwhére an intervention is working on
several points of change, it has been plotted against

potenti al

@2[/ A& SOSN

one / _
to improve itq they want
ownershig

the one assessed as most applicable.

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

(P WoRk§ith giherdgamsy p e

Point of contact i the | Example interventions
relationship é
é between.the PEOLC A Trialling the use of a tool to help patients take responsibility
team and< patients and for their care on discharge
carers A Using an information lounge as a resource for ACP

A Using a staff o0death caf ®06

information on the patient experience

é wi t hin t h A Securing ongoing funding for a PEOLC community nurse
team specialist

A Staff training in communication skills

A Developing a pain assessment tool to sit alongside patient

and carer diaries

é between the PEOLC A Standardising phone calls to duty doctor on day of
team and other ~ discharge
clinicians in other A A simple survey to identify staff experience/ confidence in
specialties or parts of ~ delivering PEOLC
the care system A Trialling a symptom observation chart for use on any ward
€ between the PEOLC A Work to improve access to local EPaCCS across sites
team and the A Introducing a PEOLC session in Trust induction programme
management of the A Developing a Trust-wide MDT network of PEOLC
organisation champions

Table 4. Examples of interventions identified by point of contact (source: WSP/ Botb

programme team)

123 The interventi on

6heat mapé

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.
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Future care planning
in outpatients

Communication on
handover

Pain and symptom
management

Shared decision
making

16

12

Relationship with
patient/ carer

Within PEOL team

Relationship with
other clinicians/
specialties/ wards

Relationship with
Trust management/
wider organisation

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

12.4 Interventions by site i 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 Intention to .Intended.and In_tended put no Ngt intendgd but Notalnndtennoded

3 interventions interventions interventions q q
theme include made made made interventions

made

Shared
decision- 7 4 3 2 1
making
Pain and
symptom 6 4 2 3 1
management
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:

25




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

1 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.

1 While outpatients received the highest level of expressed interest at outset, few
interventions were specifically targeted at this element of the system. However,
t he interventions identified as Ohandove
relationship between PEOLC and other hospital specialties which deliver
outpatient functions.

1 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.

AMore conf i de ntowotkingawih ybursehaes | thpnk it vall just be

case of O6tacklingd the subject

leaflets/booklets are a good resource to enable us to structure/guide any
conversations that we may

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 creatingafa®do6 decat hst af f . There is anec

A Mu c h onfddente now that | know where to access the information. | have

chance to look at the Palliative care intranet site and it is very good. | woul

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

input from yourselves would have found the info | needed eventually but th
website is a very useful
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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:

1 (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

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

1 (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

1 (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

1 (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

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

1 (Site J) i 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:

1 (Site C) new ACP promotional materials and patient leaflets in public areas to
encourage patients to O6start the conversat

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

1 (Site D) Volunteers trained to sit [ .
\(/vith pa)tients at end of life and nl Want_ _t o thank 't
support families. This initiative personally for S|tt|r1g with her mum when
was developed originally by She wasnot able o
another site and adopted by this | taken a massive burden and easezidbnse
site after sharing of informationat ' of ogui |t she had b
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.
ASuch a | ovely idea for those who
their own at end of life and the butterfly volunteers gives patients that con

and interaction they may d

Proxy measures suggesting improvements in patient experience of care were
reported, including:
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1 (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

1 (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

1 Having Board/ senior management 1 Lack of management support
support 1 Resource constraints

T Using the Botb O6br any Lackoftime
engaging colleagues 9 Technological barriers i

T Peopleds willingnes:¢ incompatibility of systems etc
surprised at the level of enthusiasm from | Unhelpful protocols and
other specialties to work on PEOLC procedures (eg inflexibility on
improvements how long a treatment

1 Working collaboratively with colleagues in escalation plan could be valid
other areas of the hospital i ii t 6 s a for)
peopl eo 9 Large scale organisational

9 For needs identification/ recording, change within the Trust

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)

1 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

1 Embedded, |l ow i mpact 6c
data collection to avoid large one-off
requests for data

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

1 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).

Table 6: identified success factors and barriers (source: site case studies)
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13.3.1 Training and education i 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

eitherati nf |l uenci ngcapadd i emg sgPe menrdt or at member s
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 0 effectiveness of interventions

1 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.

9 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 O6side to sided deplayddynsdifferento f S i mi
acute care systems.

1 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.

1 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 impacto fthe Botb programme
(Q2)

What impact has the Botb programme had on:

1 The adoption of these interventions?

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

15 Aboutthis part

15.1 Dataincluded in this part

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

1 The programme impact survey

1 The programme impact follow-up interviews

1 The relational value (RY) 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 teambs wor k.
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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:

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

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

1 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)

foll owed by an opportunityvetral Ilgdbve mpaeectdba
programme.

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

the programme had:

1 generated new techniques/ideas

1 given personal support to enhance involvement

1 enabled more effective team working

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

Responses were alongarangefromé Compl et ely untrued (0) to
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, i mpl ementing change, asBe ddi Ng od hh a&n
trued category) which suggests that the proc
whole.
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16.5 Comparative scores by programme stage
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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.

Overall Averages

3.08

M Planning Improvements ® Implementing Improvements ® Embedding Improvements Impact of Botb Participation

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

1 8 out of the 10 sites rated the programme as having had an impact on planning
ofchangeat6of t en trued or above.

9 6 out of 10 rated the programme as having had an impact on implementation of
change as O6often trued or above.

1 4 out of 10 rated the programme as having had an impact on embedding as
6often trued or above.

9 7 out of 10 sites rated the overall impact of the programme as having had
positive impact overall, 5 of whichwer e i n the &émostly t
site rated this O6rarely truebd.

For each of the stages of change, respondents who gave a lower rating of a
statement (6buntrued, 6rarely truebo,
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 1 Lack of consistency in following the QI methodology
improvement 1 CoP less dynamic/responsive than hoped for due to internal
job demands
1 Already experienced in and using QI methods
1 Would have liked more new ideas and support to move on to
those from Central team
Implementing 1 Most site_s doi_ng Obusi neessdi
improvement give much opportunity for learning
1 Some solutions have to be locally found
9 Lack of access to internal support, and too early in the project
T Initial benefits from widening involvement were there but the
implementation work has reverted back to the established
core team
9 Lack of full corporate support for change 7 needed at sign up
I Lack of on-site QI practitioner to support cultural change
Embedding 1 Not yet at embedding stage/sgveral months to years before
improvement changes are embedded/work in progress
1 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
work (planning, i mpl ementing,

|l evel s of
ways which were:

1 Providing new techniques or ideas (Question 1)

1 Providing personal support to contribute (Question 2)
1 Enabling more effective team working (Question 3)

9 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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Overall Results
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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 todehatselgpuesaomnfoin
and 10 O6confidentdéd or o6évery confident6. Thi
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:

1 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

= =4 =8 -8 -8 -8 -9

16.10Shared 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:

i Taking a poster and developing it into a banner

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

1 Volunteers in the hospital

i Patient self-completion pain assessment chart
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E R R

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.

16.11General comments

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

il
il

1

1
1
1
1

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 7 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 i little value added after 6 months

16.12Future improvements

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

)l
)l

E R I I ]

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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16.13Impact 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
feveryone 6 sltisgensrally azcemedl 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:

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

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

1 more effective team working

9 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
themselvesasd6 moder ately confidentd, 6confident 6,
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

met hodol ogy coul d have been mor e strongl)
6suggested?d, in order to increase opportuni
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

171

17.2

17.3

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.

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.

Interview responses
Table 9 summarises responses in relation to the three stages of improvement and

fromanoverallper specti ve. Responses have been

sOor

6Suggested devel opmentd comments in terms o

to aid learning.

37



Positive comments

Being part of the Botb
programmeéé

Suggested development

Planning
improvement

1 Made us think in a structured way

1 Made us strict on reporting and
more focussed on measurement

9 Evidenced the importance of
doing improvement work

1 Enabled demonstration of
improvement

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

1 Encouraged use of driver
diagrams for planning

1 Improved our ability to evaluate
and reflect

1 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

9 Led to protected time and extra
resources for EOLC improvement

1 Make templates for progress
reports etc. available from

change : :
1 Led to practical outworking of the start of programme not part
interventions due to increased way through
attention to and awareness of 1 Need to expect that all will
EOLC do driver diagrams
9 Required regular progressreports | | iJoi n the dot
which improved our impact initiatives arising at different
measurement sites to encourage the wider
1 Gave opportunity for cross- view and spread of impact
fertilization of ideas T Put O&éweighto
1 Increased Board engagement and various interventions, as
interest in change implementation appropriate rather than
allowing site autonomy
Embedding i _Embedding has _started but is 1 Too soon to evaluate
change incomplete at this stage embedding

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

1 Has increased awareness and
credibility of EOLC which will
positively impact embedding
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Positive comments Suggested development

Being part of the Botb
programmeéé

Overall 1 Learning from expert peer group 9 Frustration over variance in

and CoP is really helpful commitment across the

1 Central team are responsive hospital sites

1 Cluster events really helpful, 1 Ensure sites have executive
especially when well attended support etc. at sign up
and focussed on learning from T Web technology i poor to
others start with, some

improvement, but not the
best way to engage, and
l ots didnot

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

1 General themes at cluster
events werenodl

1 Decide webinar content in
negotiation with sites to
encourage participation

1 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 | ocal l evel , site | eads were aske
give to someone like you from another hospital who is considering taking part in
Bot b?0.

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 everyonebds 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 programmed 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 likelytohaveaf f ect ed si t e
ability to participate and therefore influencedi nt e r v evaluatoe o @rogramme
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 organisatonas 6everyoneds bus
becoming 6busi ne ded to apportunisies foit shared [Edrning 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:

1 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;

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

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

18 Relational value (RY) assessment

18.1 Introduction

The Ry assessment provides a qualitative pers
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
RY24and itis 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 RY 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. ldeally 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/
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18.2

18.3

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 RY 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.

The R"tool
Relational value (RY) is a measure grounded in academic research and based on

an understanding of behaviours you would

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)

Fairness (how equity is achieved)
Empathy (how we understand each other)
Trust(howmuch we put ourselves in other

=A =4 -4 -4 -

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.

Methodology

Respect (how we treat each other, recogni

peopl

ThisR'assessment takes the rel ati oatpafticulart e mper

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:

NPl ease refl ect on the extent to whi

They were asked to assess 30 statements

effective jointwork i ng acr oss Appeadix®@ toPadull listdeEstatements)

ch

of

e X

C

<

€

c

t he
experience of working on the Botb Community

for degree of presentratflidmg n®,i sttc nidratiogn iogdt @ n

5) in their experience of being part of the CoP. Following the rating of the relational
statements respondents were given an
regarding their perception of the relational health of the CoP.

41

opport



18.4 Demographics:

As stated, the RY 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 RY 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 RYscore 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 statementswererat ed as oO0often trued, and
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:

Building on the best Average Scores

2.02
373 3.81 3.76 3.84
350
3.00
250
2.00
1.50
1.00
0.50
0.00

Integrity Respect Fairness Empathy Trust

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 alll were bet ween eBage/sCoreaheidg 4. 02,
within the 6often truebd category with one (
together with the combined RY 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 Ass<asscsorrr1:nt 1 Assesscsorrrl:nt 2 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 i the Botb
programme delivery team, the combined hosjy
Di fference in peoplebds expr esRkR eahindidate ws abo
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).
.00
4.33
117 108 4.25
- 4.03 4.00
3.92 3.92 3.83
4.00 3.77 3.76 369 3.75 3.74
3.63 N

3.

B Combined Hospitals
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m Partners
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Figure 9: All respondent scores by cohort March 2018 (source: WSP)

5.00

e 4.08 421 4.08

4.00 . 3.88 3 833'96 - 3.85 :

! 3.70. : 368 3.79 -
150 337 3.45
2.98 3.00 3.00
3.00 279
2.67 . .

B Combined Hospitals

2.50 .
W Botb Programme Delivery Team

2.00 W Partners
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1.00
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0.00

Overall Score Integrity Respect Fairness Empathy Trust

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 R score wasi n t he O6Partnersbod

(Table 12).
Cohort Assessment 1 Assessment 2 Difference
Score Score
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:

Hi ghest
treated
positive

attribute scores were given for fa
fairlyo, at 4.59) aisdnade topraatehay / i nf r &
environment in which to meetdé, at

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 & Clegg® who have applied a sociotechnical framework (i.e.
one which helps understand and design organisational environments that reflect the
6whol e syst emdisjofsysemst heir analy

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).

25Rose Challenger & Chris W. Clegg (2011) Crowd disasters: a sociotechnical systems perspective.
Contemporary Social Science, 6:3, 343-360.
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Building on the best Domain Averages
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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 Assessment 2 Difference
Score Score

Culture 3.81 412 +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)

189 Respondentsd comment s

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:

1 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. | 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, | 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?)

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

1 Thereis a lot of respect within CoP, networking and sharing of learning. It is the
practicalities of meetings/technology that are problematic. | 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.

18.10RY assessment - discussion

This RY 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 survey?, 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.

1 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.

1 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 RY 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 1 all parties have equal access to enabling
technologies), 3.0 (mostly true i technology reliably supports the CoP to achieve
goals) and 3.18 (mostly true 1 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
O6practicalities of meetings/technologyd as

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 0 impact of the Botb programme

1 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.

1 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.

1 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.

1 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.

1 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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Part4 Evaluation of the programme in relation to
previous improvement work (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?

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 ( it he Tr ansf o r whichpranobgtweermme 0 )
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

91 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.

91 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:

1 Q1.17 to what extent has Botb built on learning about what improvements to
PEOLC should be made within acute care?

1 Q1.2 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
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21 What improvements should be made?

211

21.2

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 soughttodevel op finew areas of focus for
on from the Transform programme. The programme themes were developed as
exampl asewohrédas of focuso.

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.

Ambitions for Palliative and End of Life Care i 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
Care?® 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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The six ambitions for palliative and end of life care

Each person is seen as an individual

|, and the people important to me, have opportunities to have honest, informed and
timely conversations and to know that | might die soon. | am asked what matters most
to me. Those who care for me know that and work with me to do what's possible.

Each person gets fair access to care
| live in a society where | get good end of life care regardless of who | am, where | live
or the circumstances of my life.

Maximising comfort and wellbeing

My care is regularly reviewed and every effort is made for me to have the support, care
and treatment that might be needed to help me to be as comfortable and as free from
distress as possible.

Care is coordinated

| get the right help at the nght time from the right people. | have a team around me
who know my needs and my plans and work together to help me achieve them. | can
always reach someone who will listen and respond at any time of the day or night.

All staff are prepared to care
Wherever | am, health and care staff bring empathy, skills and expertise and give me
competent, confident and compassionate care.

Each community is prepared to help

| live in a community where everybody recognises that we all have a role to play in
supporting each other in times of cnisis and loss. People are ready, willing and confident
to have conversations about living and dying well and to support each other in
emotional and practical ways.

The Mational Palliative and End of Life Care Partnership
httpfendoflifecareambitions.org.ukfwp-contentuploads2 01 5 0% Ambitions-for-Paliative-and-End-of- Life-Care. pdf —/

N

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

It also lays out eight foundations (Figure 13)wh i ch ar e dmescondiiiohse d a's
for delivering the rapid and focused improvement that [the Partnership] seekso :
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

=4 =4 =4 -8 -8 -8 -89
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Personalised care planning

Everybody approaching the end of their life
should be offered the chance to create a
personalised care plan. Opportunities for
informed discussion and planning should
be universal. Such conversations must be
ongoing with options regularly reviewed.

Shared records

To ensure the plan can guide a person
centred approach it has to be available to the
person and, with their consent, be shared
with all those who may be involved in their
care.

Evidence and information
Comprehensive and robust data are necessary
to measure the extent to which the outcomes
that matter to the person are being achieved.
This, alongside strengthening the evidence-
base, will help to drive service improvements.

Involving, supporting and caring for
those important to the dying person
Families, friends, carers and those important
to the dying person must be offered care
and support. They may be an important part
of the person’s caring team, if they and the
dying person wish them to be regarded in
that way. They are also individuals who are
facing loss and grief themselves.

The foundations for the ambitions

Education and training

Itis vital that every locality and every
profession has a framework for their
education, training and continuing
professional development to achieve and
maintain competence and allow expertise
and professionalism to flourish.

24/7 access

When we talk about end of life care we

have to talk about access to 24/7 services as
needed, as a matter of course. The distress of
uncontrolled pain and symptoms cannot wait
for ‘opening hours'.

Co-design

End of life care is best designed in
collaboration with people who have
personal and professional experience of
care needs as people die.

Leadership

The leadership of Health and Wellbeing
Boards, CCGs and Local Authonties are
needed to create the circumstances necessary
for action. dinical leadership must be at the
heart of individual service providers.

The Mational Palliative and End of Life Care Partnership
http:Yendoflifecarearmbitions. org. ukAwp-content/uploads2 01 5/08Ambitions-for-Palliative-and-End-of-Life-Care pdf

J

Figure 13: the foundations of the ambitions (source: Transforming end of life care in acute

hospital s:

The route to

21.3 The national commitment

21.4

success

6how tob

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.

The nature of Botb improvements

Evidence from the local sites suggests that the interventions they introduced and

tested under Botb were, as

envisaged in

of improvemento largely tried and tested improvements related to the Transform
key enablers and addressing the foundations of the Ambitions framework i
improving materials or processes, building staff confidence and capability to deliver
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21.5

22 How

22.1

22.2

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 i mplement something in a new area
work done by another site rather than to introduce something innovative for PEOLC
as a whole.

The deployment of improvement

The programmeds umodeeemphasisedithe igeed for igentiication
and recognition of holistic needs, and as noted above this represented an evolution
from the Okey enablersé approach in
improvement work away from PEOLC specialists to the wider system of care.

The majority of work done wunder Botb,
case studies, has been directed outside the boundaries of the PEOLC team and

of t h

Transf

as S €

been focused on working with other stakeholdersi n t he f e x toef n dceadr efoa mi

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.

should improvements be made?

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:

1 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

1 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 CQUINSs to sustain improvement.

E |

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 interventionsmadeand r eported in sitesbo
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

1 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 di d triediared by s u|
testedo ts amal linterventions that have been elsewhere and which fit within
the current framework for PEOLC.
1 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
focusodo in terms of the scope and react
good care throughout the acute setting.
1 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.
1 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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Part5 Summary and conclusions

24 Summary of evaluation evidence

24.1 Question 1 (071 pages 19 to 29)

What interventions have been effective in:

1 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?

1 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?

1 Thereis 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.

9 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 6side to sided analysis of S i mi
acute care systems.

1 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.

1 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 31 pages 30 to 48)

What impact has the Botb programme had on:

1 The adoption of these interventions?

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

54



1 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.

1 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.

1 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.

1 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 41 pages 48 to 53)

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

1 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 suj
testedo t ooihtigns that lthveibeeh elsewhere and which fit within
the current framework for PEOLC.
91 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
focusd in terms of the scope and react
good care throughout the acute setting.
9 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.
1 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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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 humber 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 2017%°

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 ysabilitygeek.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 7 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 doingbéebt s,
p r a ¢ informaids will be an effective motivator®®. The barriers are more likely to

be lack of confidence about how to plan and execute measurement strategies that

are O6good enougho.

With this in mind, future iterations of Botb could be more bullish in relation to

developing measurement, for example by:

1 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, sitesé plans did change over
repeat this throughout the programme as new interventions were planned)

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

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

T Providing examples of simple Acollect as
relation to tried and tested changes

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

252 Therebdbs nothing wrong with the tried and t

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.
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25.3

254

25.5

Innovation can lie in the where and who as well as the what

Al t hough the interventions deployed wi

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 beifiglwidply championedn t

within NHS improvement thinking®.. The shift of focus
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)

The Community of Practice has more to offer i 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.

Therebds sdaoduttheiteot s t o

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.

SIAl so

t hin

at
from

t

known by at | east ofinteheofg utehrirsi |rleap odrpqisgiadabeht htoor sc haasn g e
background with a small number of enthusiasts rather than trying to change the whole organisation in one go
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If these fi b e sitesorecognised 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 i b ut Botbds focus on
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 Apinch with prideo. This probably contr
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
NHSEOGs Horizons Group:

€ Aichange platformso (approaches to changt
voice, to connect and collaborate and socially create the future) will lead to the
demi se of fichange progréammeso as we know

Helen Bevan, NHS Horizons, July 201532

25.7 The barriersto changearefi k n o wn Kk ni aeknosviedge 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:

1 By engaging top level support for the programme providing a line of support for
sites via the o6brand valued of Botb

1 By developing communications throughout the programme targeted at Trust
management to deliver external messages
participation

1 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)

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

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

32 theedge.nhsig.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

1 Continue to support the CoP for existing participants

1 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)

1 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

1 In addition, a collaborative group such as the CoP may benefit from the use of
a n RY dracker6 , a much simplified relational S L
relational health, give early warning of potential relational issues, and will embed
relational thinking into the improvement of care programme

1 Communicate the benefits of Botb as a change platform

= =4

26.2 For participants

1 Keep contributingtothe CoPi keep on #fApinching with pride
1 Continue work on your existing improvement plan
1 Consider how change can best be captured and measured given the resources,
tools and techniques available to the team 7 d on 6t be afraid to dec
simple
1 Consider how you could roll out the changes you make to other areas of your
acute care system (or beyond)
1 Expect enthusiasm from colleagues and partner organisations i working with
you is valuable to them
T Expect t he 6usual o barriers t o change al
managing the risk they pose to achieving improvement

Whole Systems Partnership
Lucy e@yy L
Heather Wheeler
Peter Lacey

June 2018
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Appendix 1

ACMP
ACP
Botb
CoP
COPD
EoLC

EPaCCS
HUK
NCPC
NHSIQ
OoP

PC
PEOLC
RY
SPPC
STP

WSP

Abbreviations used in this report

Anticipatory Care Management Plan
Advance Care Plan/ Planning

Building on the best

Community of Practice

Chronic Obstructive Pulmonary Disease
End of Life Care

Electronic Palliative Care Co-ordination Systems
Hospice UK

National Council for Palliative Care

NHS Improving Quality

Outpatients

Palliative Care

Palliative/ End of Life Care

Relational Value

Scottish Partnership for Palliative Care

Sustainability and Transformation Partnership

Whole Systems Partnership
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Appendix 2 Building on the best in Scotland
(source: SPPC)

h Building
LJ onthe best
Building on the Best

In Scottish Acute Hospitals

Progress and |learning to date
(May 2018)
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About this report

This document constitutes an interim report on the Scottish arm of themMdle quality
improvement programmduilding on the Bestt describes the background and local context
of this work and atlines its implementation and key learning to date (May 2018).

In ScotlandBuilding on the Besttarted in October 2016 and is due to complete in September
2018, when this report will be updated and finalised.

SECTION 1: BACKGROUND

1.1

1.2

Local project co ntext

For Scotland, two of th&uilding on the Bedtopic areas had a particularly good
strategic fit with existing work locally: effective shared decigimaking and improved
communication between primary and secondary care. Consequently, the project in
Sotland specifically sought to improve shared decisiweking (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 improvenmerelation to
care planning and communication with people whose health is deteriorating and their
families:

w A structured approach to communication and informatisimaring by hospital
teams.

w Collaborative work with patients, families and support grotgslevelop patient
information resources to support active participation in care planning
conversations.

Project structure

1.2.1 Project management and governance

A project steering group of key stakeholders regularly reviewed progress and
emerging indings. 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 defor 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 thto-dimy
running of theproject, 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-Wide Building on the Besbperational
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 thestablished programmes oéaching and
development to support improvements in palliative care and thestisting
strong links with other local palliative care services and community support
services.Specifically, the project involved the Acute Medicine wards, which
admit a high prportion of patients with deteriorating health and complex
needs due to multmorbidity, and one other medical speciality ward. The
patients on the medical speciality ward brought a different demographic, and
a range of different circumstances compared khms$e 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 Ais a teaching hospital and cancer centre, includinfarge medical
assessment unit. The hospital provides services in accident and emergency,
critical care, lung and colorectal cancer, palliative care and most medical and
surgical specialtiefrior to joiningBuilding on the Besthe local Palliative
CareTeam had undertaken a smaltale 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 patientwho 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 theute hospital
setting.

Hospital Site B

Site Bis 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 evssy space over a-2
month period, generating a total of 72 data sets. This audit noted, among other
RSGIFIATfTAY SIOK AYyLI GASyidQa dzyRSNI eAay3d
number of previous unplanned admissions, current performance status,
existing anicipatory 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 werareatly being missed with
regard to inpatients whose longrm health was demonstrably on a
downwards trajectory.

Hospital Site C
Site Cis a large district general hospital. This hospital provides emergency
medicine, general medical and surgical serviaed 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 rnaticine.

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 andexamined how these experiences related to existing
training and learning opptunities 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 tosupport activities at each location, site
involvement was staggeredinitial 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 relateaktivities through
involvement in the project steering group.

The following outlines the broad phasing of activities along the project timeline:
Developmentphase(October 2016 March 2017)

w Establishment of relationships with key stakeholders natilgrend at each of the
participating hospital sites.

w 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 htasite.

w Development of draft resources and approaches to support holistic assessment,
communication and anticipatory care planning with people whose health is
deteriorating.

Scopingphase April 2017¢ December 2017)

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

w Patient and public consultations to inform project and resource development.
w Development of quality improvement plans in each locality.

Implementation phase January 201& June 2018)

w Testing and refinent of draft resources at sites A, B and C.

w Implementation of any other QI activities informed by local scoping findings.
w Local evaluations using standard quality improvement methods.
Evaluationphase Quly 2018; September 2018)

w Programme evaluation witparticipating sites.
w Final data synthesis and reporting.
w 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 staffaa@ness about identifying people with
palliative care needs and training staff in evidei@sed approaches to
communication with patients and families. However, shared decisaking is much
more effective and responsive when people have access to ressuhat 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 @&gesof acute
RSGSNAZ2NI GAZ2Y Ay (KS LISNE2YyQa KSIf K fSI K
inpatient stay. Developing and testing such resources therefore became a core part of
the project in Scotland.

To establish a baseline understanding of eatrchallenges and opportunities for
improvement, we undertook kdepth 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 pleaso 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 speific to the needs and priorities of theadividual ward and/or
site.

2. Testing of the draft resources aimed at staff and patients/caregivers to support
shared decisiomaking. These resources comprised of:

1 Prompt cards for ward staff to facilitate a struetured approach to
communicating and information-sharing with patients and families,
and
1 A complementary information leaflet and poster targeting patients and
families.
Four different types of prompt cards were developed for testing by the ward staff.
Eah 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 car€&his card
adzYYFNAaAaSR GKS 1Se& AYRAOLF G2 N&AIndcators{ t L/ ¢ x
Tool) and, depending on the outcome of this assessment, prompted a sequence of
next steps.

2. Anticipatory care planningThis card provided a structure and exemglaompt
guestions to initiate and effectively navigate a care planning conversatio
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3. Deteriorating health: This card provided a structure and exemplar prompt questions
G2 KStLI AYVAGAIFIGS FYR &l FSf &tati®A 8 Odzaa | LIS

4. Talking about dying: This card provided a structure and exemplar prompt questions
to hdp 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 preparedegasling
decisionmaking 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 alfafl

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 membeétie 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. Maltam 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 centrdlitogdroject, we sought to work
closely with PPI groups in the participating health boards. In doing so, we hoped to:

a. DSYSNIGS o6SGGSN) dzyRSNREUGIF YRAY3I 2F LIS2LJ
making in the context of an unplanned hospital admission wétedorating
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,icare@r
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 Engagestaff.
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 agd 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 fléxi@dnd 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. Whilis thmits 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 Besh Scotland sought to support hospital staff to more consistently,
effectively and collaoratively 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 dedsions regarding their future treatment and care. To assess the success
of this project in achieving these ambitignhe evaluation framework considered
measurement approaches related to three specific aspects of project delivery:

1. Effectiveness anoinpact of sitespecific quality improvement activities
Effectiveness and impact of the draft resources

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

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.

Effectiveness and impact of the draft resources

ACTIVITY PLANNED MEASUREMENT ARRRO
Communication | 1 Feedback from hospital staff on their experiences of using
aids for staff LINEYLIG OF NRaz FyYR aLISOATAOL

friendliness of the current format
Patient 1 Feedback from tbspital staff regarding perceived effectivene
information impact, resource placement, etc

leaflet and poster

1 Ward staff to seek feedback from patients and families regare
resource awareness and thoughts on content and effectiveness
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3.2

3.

Impact of project participation on staf fand patient/caregiver
experience and outcomes

ACTIVITY MEASUREMENT APPROACH
Comparison 9 Comparison against the scoping findings at sites A a
against baseline where appropriate

data

1 Reaudit of inpatient admissions to Acute Medicine at s
B

fRerdzy 2F jdzSadA2yylANBE a

confidence regarding the care of dying patients at site
Patient/caregiver | 1 Hospital staff to administer CollaboRATE survey toc
perceptions inpatients and their families to glean their perceptio
and experiences of SDM on participating wards

1 Review Patient Experience survey data where these ¢
locally

Staff perceptions | I Short telephone interviews with key staff in ea

participating ward as well as with site leads regard

their experiences and peeptions of changes to loc:

attitudes, practices or processes which they feel can

attributed to project participation.

At the time of writing,Building on the Besh Scotland is still in its implementation
phase; consequently, this document doeg 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.

Programme learning

This section presents ¢hkey learning generated by tiBuilding on the Begiroject 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 ofeot 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 impaet of
programme such aBuilding on the Besh 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 enebf-life care.

3.2.1 Learning at site -level

Instructive project learning wagenerated through the following hospital
based activities:

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

1 The testing of draft resources to better support both staff and
patients/caregivers;

| Other quality improvement activities impleented 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 workindhvkibspital teams and a
commitment to involving service users as active participants throughout, data was
collected in three ways:

1 From interviews with hospital staff, patients and family caregivers;
1 From routinely available documents and data about serpiovision and outcomes;
1 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 Weseheations was

based on the Workplace Culture Critical Analysis Tool (WCCAT). However, the logistics of
observing certain ward activities, and particularly dogpatient interactions, proved
RAFTFAOMzE G Ay LINFY OGAOS RdzS ankentsidafdyntode2 & (K S
working. Scoping was consequently refocused to concentrate on the observation of staff
discussions and decisiofit {1 Ay 3 NBIFNRAYy3I GKSANI AyLI dASy
as well as on maximising the feedback gathered through thieeitaider interviews.
LYGSNDBASgAYT LI GASYGa YR OFNBIADBSNE LINROS
and often actively deteriorating, condition during inpatient episodes and relatedly,
identifying the appropriate time for an approach. We consewjily also consulted the

findings of local patient experience surveys, which included items relevant to shared
decisionmaking (SDM), for each of the participating wards. As such, patient and caregiver
feedback gathered during the scoping phase was readbtilimited 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 datsources (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 indlual 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:

w 60 episodes (77hrs) of observations of general ward a@syitivard rounds, muki
disciplinary staff meetings, handovers, individual dogqiatient/caregiver
interactions
44 interviews with ward staff (involving all levels of nursing and medical staff)

8 interviews with patients and family members

Findings of loal inpatient experience surveys for each participating ward
Current use of documentation and leaflets

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

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

€ e ¢g¢g

1. There is currently no systematic identification of people who may benefit from care
LI I yyAy3ds Se3d GKNRBAZAK (GKS dzasS 2F | @I f AR

There is always that question about are we being realistic, especially with theachron
patients. We do set reasonable lelegn goals with them themselves, but on two occasic
| 6ve seen people who are unwell here ar
and then youdre going to r un goisetwhen ik that t
point? | think we could maybe be better at recognising that.
(Specialty Registrar)

2. Levels of staff expdirse and confidence regarding discussing deteriorating health with
patients and families vary greatly, but there is an appetite for learning and
AYLINRGSYSy(dG o6& Fff I NR alGlFFX AyOfdzZRAYy3a WY

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,
| would love to do something like that.
(Specialty Trainee)

You al ways want to | earn. And i f t
another way of doing things then | would be quitdinglto do that.
(Acute Medicine Healthcare Assistant)
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3. Care planning conversations with patientand families are typically conducted by
senior staff, with only occasional involvement by junior and nursing staff.

Personally I would [like to be more
difficult because you can go to the meeting and be hugely supportive in the meetin
doctors leave and yoecan stay, maybe give them a cup of tea and chat over some th

but then at the back of your mind yo
|l ook after, o0 and you come out and the

want te support ongoing, but you still have other people to look after. (Specialty £
Nurse)

In terms of training it would help [to be present for difficult conversations]
for when | have to start having those conversations with patients, but then stamaer
that i1 todés better if 1T toés a mor
(Acute Medicine Junior Doctor, Foundation Year 1)

4. Therole of nursing and auxiliary staff in SDM through their formal and informal contact
with patients and families is largg overlooked.

We often have casual conversations with patients while washing them,
like you ask them about their past. They will then often say thatithep 6 t t h
they have | ong to go, or what the
(Specialty Healthcare Assistant)

5. Poor patient awareness and readiness to discuss their future treatment and care is a
key barrier to effective SDM.

The actual enebf-life discussions are often much more straightforward,
because you can see the patient is dying and the family canleany cee that
the patient is dying, and if they have a cancer diagnosis then everybody feels comfol
that that is something that inevitably leads to death. (...) With chronic disease, patients
bounce in and out of hospital multiple times befraching 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
situation, 6 i seeoffdisbelief. met wi t h

(Specialty Consultant)

|l tés often the surprising ones that
wheel chair and the family are
(Acute Medicine Registrar)
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6. As aresult of system pressures nurses are rarely able to join medical ward rounds, thus
limiting their critical cantribution to SDM processes.

We donodét really get tohnels, opportur
because wedre too busy doing |
(Specialty Staff Nurse)

Most ward rounds we dondt have a nurse
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 pati
(Specialty Junior Doctor, Foundation Year 1)

7. | 2y @OSNAEIFI GA2ya YR GKSANI 2dzio2YSa NBE 27F0Sy
notes.

| think where there are major decisions made about ceiling of care or
DNACPR decisions, | think those are quitelwelcumented. The more preliminary
di scussions and updates on condition
now than they were 3 months ago, | d
(Specialty Consultant)

Conversations on the wholeear not wel | document ed. (
at it unless youodre in defensive r
(Specialty Reaistrar)

8. Currently, discharge letter templates do not encourage inclusion of anticipatory care
planning (ACRjelated information or prompts for communitybased 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 aes$ of the draft resources aimed at staff and patients/caregivers to
support shared decisiemaking. 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 briedieparticipating 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
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conversations. Others incorporated the cards into communication role play exerciges w
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 mostand 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 fggdiar 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 Besin effecting engagement and change in acute hospitals
with respect to current attudes 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 approachesbediested 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.

Key learning points
To include findings from staff interviews to be conducted August/SeptembgonSe be
completed at the end of the proiect, September 2018.

3.2.3

Delivering the programme

The following considers the pcess of working closely with acute hospitals
on the development, implementation and evaluation of quality improvement
activities in the realm of palliative and ewd-life care. These learning points
should be considered when developing similar programmebke future.
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Key learning points
1 Local leadership from senior hospHadsed palliative care staff is vital, as are th

relationships with other hospital specialty leaders.

1 There is fantastic engagemeand commitment from some generalist hospital sta
across professions.

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

1 There is added value to be had from crage collaboration (e.g. the ability to compar
and contrast, shiee development burdens, collectively problesolve).

1 Scoping and feedback prompts important and valuable reflection, discussing
planning for improvement.

1 Measurement of meaningful outcomes is very difficult.

1 Measurement of process indicators is noeseas very meaningful (and is therefol
not very engaging).

1 Time pressures on acute staff are extreme, making timescales for activity and cl
very long. Staff shortages and winter pressures are particularly disruptive of plan

1 Views and experiences phtients and families can sometimes be elicited, but this
trickv at scale.

3.3 Learning from patient and public involvement

Focus groups were arranged using a pigggk approach, i.e. by approaching existing
AYOGSNBAaAG 3INRPdAzLJA 6K24S YSYOSNEKALI NBFf SO
We condicted 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

LI NOAOALI GAYy3a Dbl { KSFI{GK 062FNR | NBlFaz GkKN»N
groups with residert attending a respite centre for people with leteym conditions.

A guestion guide was used to give structure to these discussions. We also sought
feedback from a virtual PPl network operating in another of the three participating

health boards, which gemated 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 abilitetivermeaningful

change. They shared stories of both positive and negative experiences related to patient
carerprofessional conversations in the hospital setting. Across all groups, participants
reflected on the need for better and more consistent inf@tion and agreed that healthcare
LINEFSaarzylftaQ O2YYdzyAOFGAz2y &aiArAtfta ySSRSR
accessible language, compassion and respect. Furthermore, having a single named contact
who is able to advise and signpost inrelatiéent I LISNBE 2y Qa OF N’ Ay K2a

was considered key to achieving effective communication and SDM.
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Key learning points
1 Piggybacking onto existing groups is challenging as they have their own agenda:s

adequately briefing groups on the background and aims of the progedt a significant
percentage of the time allocated.

1 Oneoff discussions are poorly suited to this complex and emotive topic. It proved diff
G2 O2y@Seé GKS &dzoe2SO0d YIGGdSNI Of SI NI &
personal stories, whichmited engagement on detail in the time available.

1 A dedicated user group with perhapsrbonthly meetings may be more appropriate
order to build relationships, understanding of the project and allowed for mowgejpth
engagement and learning.

1 A dedcated engagement budget, which is appropriate and aligned to an engage
plan and process, should be provided.

SECTION 4: CONCLUSION AND POTENTIAL NEXT STEPS

To be written up upon completion of the project in Sept 2018.
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Appendix 3 Logic model

(Source: Botb programme team)
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