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Background

The RM Partners Palliative Care Group aims to improve the access and quality of specialist
palliative and end of life care offered to all patients, irrespective of diagnosis, across London.

The Palliative Care Group is an engaged group who have worked hard to deliver important pieces
of work in the last year. The group is chaired by Dr Sarah Cox with senior programme
management from Maureen McGinn. In the second half of the year Morag Harvey was appointed
as project manager for the transformational projects identified as part of the Cancer Vanguard
value proposition.

The group meets every six weeks with stakeholder meetings three times a year. The group has
provider membership from hospital, community and hospice settings, as well as carer and
academic representatives. The members are from west and south east London with close links to
north east and north central London specialist palliative care (SPC) work.

Healthcare structures have evolved over the course of the last year, not only in the development of
the Cancer Vanguard, but also with the emergence of Sustainability and Transformation Plans in
five areas of London. Where possible the Palliative Care Group has tried to engage the personnel
working in these teams, and we have reviewed the group membership to include
STP/commissioning expertise.

Activity over the past year falls into three areas:

1. Projects submitted as part of the Vanguard proposal:
1.1. Seven day Specialist Palliative Care (SPC) provision, including the publication of the
previous 2015 pan-London service evaluation
1.2. Enhanced end of life care in the community
2. Priorities that have emerged within this year
2.1. Metrics and data
2.2. iWantGreatCare
3. Existing priorities for the group
3.1. Supporting advance care planning with haemato-oncology clinicians
3.2. EOL medicines workstream
3.3. Updating SPC referral form
3.4. CQC reports thematic analysis
3.5. Workforce analysis
3.6. Education and communication skills

3.7. Stakeholder engagement meetings
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1 Projebmstsed as part of the Vang

1.1 Seven day specialist palliative care (SPC) provision

Seven day SPC availability has been identified as a minimum standard since the National Institute

for Health & Care Excellence SPC guidance in 2004'. The need is reiterated by the multi-

organisational partnership behind the Ambitions for Palliative and End of Life Care: fEvery person

at the end of life should have access to 24/7 services as needed as a matter of course. The

distress of uncontrolled pain and symptomsc annot wait f or Allegneissionegs hour s
and providers have to engage in defining how their services will operate to ensure expert
responsiveness to needs at any time of day and ni

In order to understand the gaps in SPC service provision out-of-hours across London and to
compare it with another conurbation within the national Cancer Vanguard, we undertook to map
out the level of service provision currently available from all SPC providers across London and
Manchester, focusing on whether they provide 24/7 telephone advice and a 7 day face-to-face
service. A face-to-face service requires a specialist nurse or doctor in palliative care to be available
on a single site or community area 9-5 or equivalent hours.

Data have been collated and sense-checked and presented at the RM Partners palliative care
stakeholder event on 13 July 2017.

Despite the 2004 NICE guidance, our survey shows significant gaps in service provision. There
has been improvement in some areas of London since a similar exercise was conducted in 20152,
but only a third (33%) of hospitals across London and Manchester are able to provide a seven day
face-to-face SPC service; this compares to 62% of community SPC services able to do so. The
results for geographical sectors are shown overleaf.

! NICE 2004 Improving supportive and palliative care for adults with cancer.

% Ambitions for Palliative and End of Life Care; A National Framework for local actions 2015-2020
http://endoflifecareambitions.org.uk

% A review of specialist palliative care provision and access across London i mapping the capital. (2017)
Sarah Cox, Fliss E. M. Murtagh, Adrian Tookman, Andrew Gage, Nigel Sykes, Maureen McGinn, Meeta
Kathoria, Hilary Wilderspin & Liz Chart. London Journal of Primary Care. 9:3
doi.org/10.1080/17571472.2016.1256045



http://endoflifecareambitions.org.uk/
http://dx.doi.org/10.1080/17571472.2016.1256045
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Availability of 24/7 telephone advice (NICE 2004 minimum standard)

Proportion of providers with 24/7 access to SPC phone advice
RM Partners + South East London & UCLH+PallE8
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This shows the marked difference in availability of 7 day face-to-face specialist palliative care across
different care settings, with most variation and least provision found for the hospital advisory services.
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Work is ongoing to discuss the findings with providers, commissioners and third sector
organisations who may support resourcing solutions.

Publication

RM Partners Palliative Care Group published the results of the previous, 2015, pan London
palliative care service evaluation in the London Journal of Primary Care®. This revealed that at that
time, although SPC services were available across London, the out of hours availability was not
meeting 2004 NICE guidance, with only 30% of hospitals and 70% of community teams able to
provide a seven day face-to-face service. There is a variation in out of hours provision of SPC
services within CCGs from multiple providers.

Since this publication, the criteria for determining 7 day SPC provision, especially for those who
have staff either working across multiple sites or across community and hospital settings have
become more stringently applied.

Hospital seven day face-to-face SPC provision across London in 2014

Hospital Advisory Face-to-face visits Face-to-face visits Phone adwc_e to Phone adwc_e to
Area Service Organisation Mon i Fri Sat, Sun and Bank/H health protesspnals health professionals
' Mon i Fri Sat, Sun and Bank/H
NEL Barts/Royal L Day 9-5pm None All hours All hours
BHRUHT | Day 9-5pm Day 9-5pm All hours
Homerton | Day 9-5pm None All hours
Margaret WCH | Day 9-5pm None All hours
Newham UH | Day 9-5pm None All hours
Princess Alex | Day 9-5pm None Day 9-5pm None
NCL B&Chase Farm | Day 9-5pm None None None
caNwL HeA Allhours
caNwL UCLH Allhours
N MiddIx | Day 9-5pm Day 9-5pm Day 9-5pm None
Royal Free | Day 9-5pm Day 9-5pm All hours
Whittington | Day 9-5pm None Day 9-5pm None
GOSH LDC | Ext.Day 8-6pm None All hours
GOSH Outreach | Ext.Day 8-6pm None All hours All hours
NWL C&W | Ext.Day 8-6pm None All hours All hours
ICHT | Day 9-5pm None All hours
RBHT i HH | Day 9-5pm None All hours
RBHT i Br | Day 9-5pm None All hours
EHT | Day 9-5pm None All hours
MVH/Mic. Sob | Day 9-5pm None All hours
NWLHT | Day 9-5pm Day 8-4pm (Sat) All hours
THH | Day 9-5pm None All hours
WMUH | Day 9-5pm None All hours All hours
SWL CUH | Day 9-5pm Day 9-5pm (Sat) All hours All hours
ESTH | Day 9-5pm None All hours
KHT | Day 9-5pm Day 9-5pm (Sat) All hours
Allours
SGH Day 9-5pm Day 9-5pm All hours All hours
SEL GSTT All hours All hours All hours All hours
KCH | Day 9-5pm Day 9-5pm All hours
PRUH | Day 9-5pm None All hours
QEW/GBCH | Day 9-5pm None All hours
UHL | Day 9-5pm Day 9-5pm All hours All hours

* A review of specialist palliative care provision and access across London i mapping the capital. (2017)
Sarah Cox, Fliss E. M. Murtagh, Adrian Tookman, Andrew Gage, Nigel Sykes, Maureen McGinn, Meeta
Kathoria, Hilary Wilderspin & Liz Chart. London Journal of Primary Care. 9:3
doi.org/10.1080/17571472.2016.1256045



http://dx.doi.org/10.1080/17571472.2016.1256045
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1.2 Enhanced EOL community service

Many people at the end of life die in hospital, despite their stated preference to die at/or be closer
to home. Lack of coordinated and integrated palliative and end of life care support at home which
is organised to meet varying levels of need in a defined population can result in people not
accessing services, accessing services late in their disease and/or falling through gaps. This in
turn results in crises where the response may include hospital admission and/or poor quality
experience.

Evidence from within palliative care and in other areas, e.g. care of the elderly, has demonstrated

that the implementation of a key agency or coordination team to act as a hub for the various

services involved in the delivery of care, by transmitting information to and between all other

agencies, improves coherence, consistency and coordination, as well as overall cost-effectiveness,

ofcare. The need for responsive home babeenémphasised 6r oun
since 2004. However, in London the provision of these services remains patchy.

The Palliative Care Group therefore decided to address this area with the specific aims:

a) To scope existing models of community integrated and coordinated care provision for people at
the end of life and those with complex needs inside and outside of the patch.

b) To evaluate these models and establish common principles for service delivery to improve
provision and address gaps in service in London. These common principles would include
target population, workforce, activity, governance, cost and appropriate output measures.

c) To develop a robust business case to improve access to end of life care services in the
community.

Scoping of enhanced EOL models: Working with the range of commissioners and providers
involved in delivering services, a current picture emerged of enhanced end of life care services
across London.

Common principles for service delivery: Key themes from SPC service providers, community
nursing and the public were identified through workshops and are:

1 Need for a seamless service

1 Coordination of services

1 Communication across services

1 Need for 24/7 access to services/equipment/medicines

1 How do patients achieve their preferred place of death and how is this recorded.
Best Practice Models: As the project progressed a number of models of best practice have

emerged. The models identified thus far are mainly based around a single point of access model or
coordination of services.

Next steps: With further analysis of the common principles in successful enhanced EOL models of
care we will identify a service specification and estimated costs with some evidence from analyses
to support a business case. We will need to identify invest-to-save opportunities and possibly
sources of finance to resource those areas which do not have these services already.
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2 Priorities that have emerged wit

2.1 Metrics and data

Commissioners and service providers often struggle to find locally relevant data on indicators of
the quality of end of life care in real time. There is a vast amount of information produced by both
NHS England and Public Health England, covering every aspect of health and social care, though
it is challenging to find the pertinent information related to end of life care for your CCG in all of the
available data. This information is needed however, to inform gaps and variations, support service
developments where appropriate and monitor the effect of interventions.

Working with the RM Partners information analysts, we have addressed this gap, by collating
information from both the Public Health Engl and®és
RightCare data packs. This information covers indicators of the quality of palliative/end of life care

by CCG across London. This information, available at CCG and STP level, has been shared with

interested providers and commissioners alike.

For instance, for all STP areas across London, a report has been created on the trends on place of
death from 2004 i 2015. The NWL chart is shown below.

Graph showing trend in place of death - 2004 to 2015
North West London STP compared to England
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This chart shows a slight plateau in the proportion dying in hospital compared with the national figures and a
slight drop in the deaths in care homes and hospices.
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For each CCG, information has been pulled together on a range of indicators such as cause of
death in 2015. SWL STP area CCGs6 information is

Graph showing cause of death by disease type by CCG across
South West London STP - 2015
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This chart shows that the proportion of deaths from circulatory disease in SW London is almost as large as
the proportion of deaths from cancer.

The proportion of patients in each NC/NE LondonCCG( her e | abell ed &6UCLH Can
Collaborative) who died in their usual place of residence is shown below.

Graph showing the proportion of patients who died whose death was in
the their usual place of residence (DiPUR) for
UCLH Cancer Collaborative CCGs - All age groups combined - 2015
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NHS Barking and Dagenham

This chart shows that all CCGs in NC/NE London have a lower proportion of death in usual place of
residence than the England average.
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In addition to the place of death, we have analysed other indicators of end of life care quality, such
as the number of emergency hospital admissions in the last year of life and number of days spent
in hospital in the last year of life.

Average annual number of emergency hospital admissions
during the last year of life of Lambeth residents who died in 2013-2015

= Lambeth

= England total

# South East London total

Cancer Circulatory diseases Dementia over 65 Respiratory diseases

These charts show that in Lambeth, people spend a greater number of days in hospital and have more
emergency admissions in their last year of life compared to either England or South East London. The high
number of days in hospital for people with dementia in Lambeth is of particular concern.

In addition to these metrics, other data available at STP and CCG level includes:
1 Deaths by age group of patient
1 Place of death (all age bands) i latest year (2015)
9 Place of death i split by age band
1 Deaths in Usual Place of Residence (DiUPR):
o0 By CCG and delivery system, including age band (2015)
o Trend in DIUPR from 2004 to 2015
o Breakdown by cause of death (2015)
o0 Breakdown by mention of Dementia or Al zheir

9 Care home and nursing home beds per 100 people aged 75+

We have produced bespoke data extracts for commissioners and providers at STP and CCG level.

2.2 iWantGreatCare

As part of the RM Partners patient experience work, in collaboration with iwantGreatCare, the
Palliative Care Group adapted the proposed question set being used with other teams along the
cancer pathway, to be more appropriate and acceptable to palliative care patients. This was
carried out with our providers and carer representatives and with other palliative medicine
representatives across the Cancer Vanguard.
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