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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

Projects submitted as part of the Vanguard proposal

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 20041. The need is reiterated by the multiorganisational partnership behind the Ambitions for Palliative and End of Life Care: “Every 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 symptoms cannot wait for ‘opening hours’…… All commissioners
and providers have to engage in defining how their services will operate to ensure expert
responsiveness to needs at any time of day and night”2.
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 20153,
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.

1

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
3
A review of specialist palliative care provision and access across London – 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
2
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Availability of 24/7 telephone advice (NICE 2004 minimum standard)

7 day face-to-face visiting service

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 Care4. 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
Area
NEL

NCL

NWL

SWL

SEL

Face-to-face visits
Sat, Sun and Bank/H

Phone advice to
health professionals
Mon – Fri

Phone advice to
health professionals
Sat, Sun and Bank/H

Day 9-5pm

None

All hours

All hours

Day 9-5pm

Day 9-5pm

All hours

All hours

Homerton

Day 9-5pm

None

All hours

All hours

Margaret WCH

Day 9-5pm

None

All hours

All hours

Newham UH

Day 9-5pm

None

All hours

All hours

Princess Alex

Day 9-5pm

None

Day 9-5pm

None

B&Chase Farm

Day 9-5pm

None

None

None

C&NWL HCA

All hours

All hours

All hours

All hours
All hours

Hospital Advisory
Service Organisation

Face-to-face visits
Mon – Fri

Barts/Royal L
BHRUHT

C&NWL UCLH

All hours

All hours

All hours

N Middlx

Day 9-5pm

Day 9-5pm

Day 9-5pm

None

Royal Free

Day 9-5pm

Day 9-5pm

All hours

All hours

Whittington

Day 9-5pm

None

Day 9-5pm

None

GOSH LDC

Ext.Day 8-6pm

None

All hours

All hours

GOSH Outreach

Ext.Day 8-6pm

None

All hours

All hours

C&W

Ext.Day 8-6pm

None

All hours

All hours

ICHT

Day 9-5pm

None

All hours

All hours

RBHT – HH

Day 9-5pm

None

All hours

All hours

RBHT – Br

Day 9-5pm

None

All hours

All hours

EHT

Day 9-5pm

None

All hours

All hours

MVH/Mic. Sob

Day 9-5pm

None

All hours

All hours

NWLHT

Day 9-5pm

Day 8-4pm (Sat)

All hours

All hours

THH

Day 9-5pm

None

All hours

All hours

WMUH

Day 9-5pm

None

All hours

All hours

CUH

Day 9-5pm

Day 9-5pm (Sat)

All hours

All hours

ESTH

Day 9-5pm

None

All hours

All hours

KHT

Day 9-5pm

Day 9-5pm (Sat)

All hours

All hours

RMH

All hours

All hours

All hours

All hours

SGH

Day 9-5pm

Day 9-5pm

All hours

All hours

GSTT

All hours

All hours

All hours

All hours

KCH

Day 9-5pm

Day 9-5pm

All hours

All hours

PRUH

Day 9-5pm

None

All hours

All hours

QEW/GBCH

Day 9-5pm

None

All hours

All hours

UHL

Day 9-5pm

Day 9-5pm

All hours

All hours

A review of specialist palliative care provision and access across London – 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
4
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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,
of care. The need for responsive home based and ‘round the clock’ services has been emphasised
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:


Need for a seamless service



Coordination of services



Communication across services



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



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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Priorities that have emerged within this year

2

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 England’s Fingertips data packs and NHS England’s
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 – 2015. The NWL chart is shown below.

Graph showing trend in place of death - 2004 to 2015
North West London STP compared to England
75%
70%

North West London STP

65%

Hospital
60%
Home

55%

Care home

Propor on of deaths

50%
45%
40%
35%
30%
25%

Hospice
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North West London
STP

2015
North West London
STP

Change from 2014 to 2015 - North West London STP
Hospital (-12.8%), Home (+5.5%), Care Home (+4.9%), Hospice (+1.3%)

Hospital - 66.7%
Home- 17.9%
Care home- 8.8%
Hospice- 4.6%
Other- 1.9%

Hospital - 53.9%
Home- 23.4%
Care home- 13.7%
Hospice- 5.9%
Other- 3.0%

England overall
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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 CCGs’ information is shown below.

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 London CCG (here labelled ‘UCLH Cancer
Collaborative) who died in their usual place of residence is shown below.

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.

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:


Deaths by age group of patient



Place of death (all age bands) – latest year (2015)



Place of death – split by age band



Deaths in Usual Place of Residence (DiUPR):



o

By CCG and delivery system, including age band (2015)

o

Trend in DiUPR from 2004 to 2015

o

Breakdown by cause of death (2015)

o

Breakdown by mention of Dementia or Alzheimer’s (2015)

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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3

Existing priorities for the group

3.1 Advance care planning project with haemato-oncology (haem-onc)
clinicians
Having previously identified and highlighted concerns regarding the number of deaths and bed
days associated with those deaths for patients dying with haematological cancers, work began to
identify clinical indicators that might prompt the need to consider end of life issues earlier in the
patient journey.
Having agreed some indicators and criteria among themselves, the haem-onc pathway group
decided to use a pre-existing tool, with a few of their own modifications, to guide conversations
with patients who met the criteria.
To gain support for this work with senior haematology clinicians within a specific Trust with a large
patient cohort, a presentation was given at a consultant grand round and one of the RM Partners
Palliative Care Group carer representatives spoke about the impact of a lack of opportunity to
consider end of life care issues and participate in her mother’s advance care planning, when she
was dying from non-Hodgkin’s lymphoma.
Education/training around how to have those conversations was identified as a need by the team
but the time constraints on the team availability for such training was also highlighted. Providers
who might be able to deliver such training were approached regarding probable costs.
Delays to progressing this work in the latter half of the year were caused by the departure of the RM
Partners education and training manager and delays in underlying funding. Funding is being agreed
so that the training and its evaluation can take place across a number of sites.

3.2 End of life medicines workstream
Following publication of ‘Improving the quality of care in the last days of life: A practical guide to
getting the medications right’’5, a subgroup was formed to try to ensure the recommendations from
the report were implemented across London.
While anecdotal information was available on issues related to the prescribing, availability,
transportation, administration and disposal of controlled and other palliative care drugs, there was
no clear understanding of the whole picture – including examples of good practice – across
London.
A flowchart of the pathway in such instances was created to support discussion about the issues
involved with CCG, specialist palliative care and community care representatives. This is shown on
page 12.
RM Partners project managers met with chief pharmacists from both Trusts and CCGs across
north west London to solicit their help in tailoring a survey of those responsible for commissioning
such services for their CCG populations. This survey was sent to CCG chief pharmacists in July
2017.

5

London Clinical Networks 2016. Improving the quality of care in the last days of life: A practical guide to
getting the medications right’. Available at: http://www.londonscn.nhs.uk/wp-content/uploads/2016/07/eolpharma-quality-072016.pdf
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An ongoing issue, in regard to medicines management with palliative patients, has been the range
of documentation in the community for use with syringe pumps. There had been some
documentation developed to be used across many areas of south London, and to try to
standardise this paperwork, a small subgroup within RM Partners, including those originally
leading this work in south east London, has revised the documentation and converted it into an
electronic format for those providers who would prefer to complete the documentation online.
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3.3 Updating the specialist palliative care referral form
We have agreed an updated referral form across south and west London, which is now available
electronically. This is important because having the single referral form ensures referrals can be
forwarded to the correct provider, in a timely way, and without inconvenience to referrers.
The process required an update of 15 community provider details. It was also an opportunity to
support providers who were still using fax referrals. We are delighted that all providers in south and
west London now have NHS email (including all the third sector providers).The Cancer
Transformation Team has agreed to support making the referral form available on GP systems,
once there is agreement across all of London on the format and content of the form. Discussions
are ongoing with PallE8, the specialist palliative care reference group in north central/north east
London.

3.4 Care Quality Commission reports
CQC visits have been made to hospitals, community services and hospices in the past two years
and one of the nine areas of scrutiny is end of life care. We realised that there were themes
emerging from the reports and provided summaries of these themes to RM Partners and south
east London providers.
The themes highlight areas which are frequently identified by CQC as deficient, and also areas of
best practice identified by inspectors. The report on these themes is available for hospital,
hospices and community teams.

3.5 Workforce analysis
A review was undertaken of some remaining workforce information from the 2015 specialist
palliative care mapping undertaken across London. This was an attempt to understand if any
conclusions could be drawn from the workforce information provided in 2015 in order to come to
some conclusions about service models employed in hospitals and hospices. Despite the age of
the data and the wide variation, it is clear there are issues across south and west London with the
large number of staff approaching retirement and the reliance on medical trainees to provide
services. With the changes from the new Royal College of Physicians medical training review
(Shape of Training) having the potential to reduce availability of medical trainees, both issues are
vulnerabilities for which providers will need to make plans.

3.6 Education and communication skills
A task and finish group was initiated to clarify the type and number of communication skills courses
available in the RM Partners area. We wanted to make recommendations about suitable courses
for generalists working with palliative care patients. We sent out a survey asking about available
courses to constituents and key stakeholders. Unfortunately, due to the low response rate and the
sheer diversity of courses available, the group was unable to make any clear recommendations.
The low response rate could have been due to survey fatigue, lack of capacity to complete the
survey or because providers within their own sphere of practice and local area felt content with the
communication skills training available to them so did not deem it necessary to feed back.
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3.7 Stakeholder engagement and meetings
A number of palliative care stakeholder events have been held over 2016/17, in order to engage
the wider palliative and end of life care provider community.
These events have provided an opportunity for healthcare providers and commissioners involved
in the provision of specialist palliative and end of life care to come together and hear presentations
on a range of topics including:


Palliative and end of life care commissioning tools



Sustainability and Transformation Plans/Partnerships and related end of life care plans
across London.



Compassionate communities development



7 day specialist palliative care provision across London



National end of life care intelligence data available to support providers



Coordinate My Care updates ( the London Electronic Palliative Care Coordination System –
EPaCCS) and developments

There have also been poster presentations at the stakeholder events: in total, 18 posters have
been displayed from 10 different organisations spanning all regions of London.
As part of the 24/7 enhanced end of life care in the community work, a series of workshops have
also been held specifically targeting community nursing service providers. This required reaching
out to providers not previously informed of the work of RM Partners, through social media and
building relationships with colleagues beyond the previous cancer/palliative care domains. These
workshops have helped to inform the overall stakeholder engagement piece.
RM Partners Palliative Care Group has two enthusiastic and committed carer representatives who
actively participate in meetings, online discussions and stakeholder events.
Age UK recently extended an invitation to a member of the project management team to attend
one of their care of the elderly forums and this was an opportunity to hear directly from patients
and carers/family how they felt services were for them overall in health and social care. It was
reassuring that many of the common themes raised had also been raised by stakeholders in the
community nursing workshops. It was a valuable forum and gave an insight into the wider patient
and carer experience.

3.8 Our engagement work in numbers
In summary, we had 4 stakeholder events with 230 people attending, 50 community nurses
attended our 4 end of life care workshops, and 97 attendances at 8 palliative care group meetings.
We have tried to engage with multiprofessional specialist and generalist providers from all care
settings and their commissioners, national and regional end of life care leads, academics, analysts
and most importantly carers, to improve palliative and end of life care for our patients.
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