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After an extensive consultation with
families, NHS teams, social care
hospices, voluntary groups and other
stakeholders, the Department of Health
launched the national Strategy for End of
Life Care in 2008.

The strategy encourages all health and
social care services to recognise and
value high quality care in the fingkars
of life and emphasises@-ordinated
pathway approach.

Core components of the pathway
include:

1. identifying people approaching the
end of life
2. assesmgand agreing how to meet
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using advancedare planning
3. planningandcoordinating care
4. deliveringhigh quality services in all
locations

5. managingthe last days of life
6. suppotting carers




The End of Life Care Strategy suggests
that the focus of end of life care should
0S 2y LIS2LX SQa
safety.Following the release of the
Strategythe first ever national snapshot
of end of life care in primary care was
undertakenin 2009 The snapshot was
facilitatedby Omega, the National
Association of End of Life Caveth
practical support from the Gold
Standards Framework Centre and The
Evidence Centrél'he snapshot was
funded by primary care trusts and the
NHS National Enaf Life Care
Programme.

The aim was to understand the types of
primarycare serviceand support
availablefor people in the final year of
life and the extent to which general
practices throughout the country were
able to offercare that metbest practie
and supported thenational End of Life
Care Strategy.
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502 general practice®ok part from

nine of the ten strategic health
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online After Death Analysis (AD#ol to
provideanonymised information about

all deaths that took place between

February and March 2009. Records were
provided for4487people

Six ou of ten eligible practices provided
information (502 of the 874 invitedland
data is available for about half of all
deaths during February and March 2009
in the 15 patrticipating PCT areas.

This is the first time that such a large
amountof informationis available from
primary care although he snapshot did
not aim to representhe care offered by
all practiceor make detailed
comparisons between arealt is
important to acknowledge limitations
such as construatalidity, variation in
interpretation andthe potential for
selective reporting by practices.



The End of Lif€areStrategy suggests
that everyone nearing the end of life
should be identified and offered tailored
discussions and support. The national
snapsot foundthat this is underway,
with room for furtherimprovement.

Palliative care registers have been
introduced in thelast 10 yearsin the
national snapshot, JNJ Ol A OS &
or expected27%of alldeaths and these
peoplewere included on the palliative
care register A further15% were
thought by practiceso have been
predictable but were not put on the
register. Practices suggested thé2%
of deaths were sudden or unpredictable.
This issurprising giverthat the National
Audit Officefound thatonly about8%of
all deaths are completely suddén.
Further work may be needed to
investigatewhy practices believéhat so
many of deaths are unpredictable

Initially palliative care registefscused
predominantly on people witlsancer
but this is changinglhe Quality and
Outcomes FrameworfQOFencourages
practices to include people with nen
cancerdiagnosesbut the national
snapshot found thathere continues to
be inequity in the provision ofend of

life care for people with noamalignant
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practices,71% ofpeople on the register
hadcanceryet just28% ofpeopledying
hada primary diagnosis of cancer.

Not on
register
but could Sudden
have death

been 42%

15%

On
register
27%



Everyone nearing the end of life should
be offered an opportunity to discuss

their needs and preference$heir
wishesshould berecorded in an advance
care planwhichinformsboth health and
social care professionals. Part of this
discussion may be about where a person
wishes to be cared for in the final days of
life.

The national snapshot found that of
those identified as nearing the end of
life (ie on a palliative care register), 58%
were offered a disassionabout their
preferencesand 42%had an advance
care plan documenting their wishes

It is positive thaadvancecare planning
is underway in practicesyith 72%of
those who had a discussion having their
wishes formally documented. However,
there is also room for continued
development in this aredn participating
practices four out of tenof those known
to be nearing the end of life were not
offered a planning discussi@o teams
may have been unaware of their needs
and wishes

Lack of deumentation and uncertainty
about whatassessments andare had
been provided was a common theme
throughout the snapshotand a number
of practices sought to improve this after
taking part.




Ensuring that there is a smooth
transition between different services
helps to support people nearing the end
of life and their families74%o0f people
onthe palliative care register haa
documentedkey worker to help co
ordinate care.This was most ofte the

GP or district nurse.

Multidisciplinaryteammeetings to

discuss people on the register can aid co
ordination and communicatiary8% of
people on the register were discussat

a team meetingn their final three

months.

Whilst most practiceare putting in

place processes to help @vdinate care
internally and externally, theresroom

for development. For example, practices
reported that only46% of peopl®n a
register who died in February or March
2009 had handover information sent to
out of hours teams.

The End of Life Care Strategy emphasises
the importance of high quality care
delivery in all settings including primary
care, the community, hospitals,
ambulance services, prisons, secure
hospitals and hoslls. The national
snapshot examined service delivery from
the point of view of primary care, but
also collected some information about
use of other hospital and community
services.

Similar to the National Audit Officghe
shapshot foundhat people nearing the
end of life hachigh use of community
services. In addition to GP services,
people on palliative care registers were
likely to receive support from district
nurses, GP and nurse out of hours
services, and social care.

People had a average of one unplanned
hospital admission and 13 days in
hospital in the last six months of life.



Supporting people in the final days is key
and can have a lasting impaurt
bereavedfamilies.Managing people well
in the final daysan also reduce the
needfor hospital visits and ensure
resources are used most effectivély.

Prescribing medications in advance to
help with common symptoms at the end
of life can maximise symptom control
and avoid crises, including relatives
having to leave to visit a pharmacy at a
crucial time. 65%o0f people on a
palliative care register dyirat home or

in a care home received anticipatory
prescribing.

60% ofpeople on ecare registewho
died at homewere supported using a
protocol or care pathway in their final
days such as théiverpool Care
Pathway.

56%o0f those onthe register had a
preferred place ofcarerecorded. Of
those on the register who had a
preferred place recordedpractices said
42% had died in their preferred place of
care.Preferred places of care included
LJS 2 LJ Shories, Budsiyig homes and
hospices. AlImost neone said they would
prefer to die in hospital but about one
third of those on a register died in
hospital.

When people did not die in their
preferred place of cargractices most
commonly suggestkthis was due to:

not being able to access palliative
medicines

the person having complex clinical
problems that could not be managed
in the community

a breakdown in carer support

the person dying in hospital before
they could be discharged




6. Supporting carers

Evidence suggests that better support
for carers leads to fewer admissions and
more peopledyingin their preferred

place of caré

Many carers are well supportedut the
national snapshot found that there is
scope to improve the imirmationand
supportgiven tocarerswhilst they are
supporting their loved ones and during
bereavement.

Practices reported that the carers 69%
of people on a care register were
provided with tailored information. This
is a high proportion and furthénsight
into the quality and quantityof
information providedmnaybe valuable.

Practicesaidthat for 50%of those on

the palliative care regter there had

0SSy az2vYS FraasSaavySyia 2
needs.

In assessing all deathscluding sudden
deaths, only 32% of families were
offered bereavement support.

Bereavement support was offered
following 52%0f the deaths opeopleon
the register.

Action point: there is much room for improvement
in offering proactive support for carers whilst they
are caring for their loved ones. All families should
be offeredbereavement support whether the deatr

was predicted or not.




The Department of Health has outlined a These are not mandatory bunflings

series ofQuality Markersfor general from the snapshot provide a benchmark
practicesand PCT® strive towards in and suggesareas thatmayneed further
enhancing end of life carg. focusin policy and in practice

Progress towards Department of Healthality Markers (primary care section)

Quality marker 2.1: developing strateggd plans (not measured)
Quality marker 2.2: mechanism to assess and document

100% ofpracticesadopt GSF or similar approach 92%o0f participating practices
% whose preferred place of care is recorded 56%0f those on a care registel
% who die in their preferred plac# care B 42%of those on a care registel
Quality marker 2.3: mechanism to assess and document carer needs

72 OF NBNRa FaasSaavySyd 50%o0n a care register; 20% al
Quality marker 2.4: use enultidisciplinary team meetings quarterly
% dying discussed at a multidisciplinary team within 3 months:78%on a care
meeting in final year register; 29% all deaths
Quality marker 2.5: communication with out of hours
% on register with info given tut of hours B 46%of those on a care registel
Quality marker 2.6: nominating a key worker
% with a key worker identified 74%o0f those on a care registel

Quality marker 2.99: awareness and action regarding trainimggds (not measured)
Quality marker 2.10: adopting care management pathway when dying

% of those dying at home where the Liverpool 60%o0f those on a register who
Care Pathway or equivalent was used died at home

Quality marker 2.11: collate informatian quality of care for audit purposes

% who take part in audit 60%of practices invited

% who die at home B 31%o0n aregister; 20% overall
% who die in their preferred plaa# care B 42%of those on a register

%of carers who receiveereavemensupport [l 32%all deaths; 52% on registe




Practices and primary care trusts
reflected onthe value ofusing a
structuredonline After Death Analysis
tool (ADA)or supporting improvements
in end of life careRepresentatives from
all 15 participating PCTs were
interviewed along witha sample of 150
participatingand non participating
practices. A furthef25practices
completed an online surveyneaning
that half of all participating practices
shared their views.

The evaluation found that practicesd

PCTs generally valued participating in the

shapshot.Twothirds said it was useful
and would recommend it to other&ven
before the results were availablene
third of practices saidhey hadalready
made a concrete change such as
improving record keepingreflecting on
their practiceor offering support for
carers.

The main reason that practices gave for
not participating was a lack of time,
competing priorities or a lack of
reimbursement. There was a perception
that taking part would be time
consumingHowever, nost participating
practices estimated that each record
took just 10-15 minutes to complete.

The evaluation found that overathe

first ever snapshot of end of life care in
primary carevasa success. The
shapshot provided a benchmaok how
participating practiceshroughout
England are providing end of life care
and signalled areas for both celebration
andfurther development. The snapshot
also demonstrated that, with revisions,
the ADA online tool is feasible and
valuable for supporting improvements
in end of lifecareand can be used as an
improvement tool.



The national snapshauggests issues for
policy makers, commissioners,
practitioners and researchers to consider
further.

a. Celebrate success

The quality of end of life care may be
continuing to improve. One quarter of
deaths are now on a palliative care
register and practices are using advance
care planning, do not attempt
resuscitation ordersand information for
carers which may not have beeneticase
a relativelyshort timeago.This is cause
for celebration and promotion of the
good work taking place in primary care.
It is recommended that the positive
findings are widely disseminated, along
with tips to support commissioners and
practitionerscontinue toput the End of
Life Care Strategy into practice.

b. Share widely

The first ever national snapshot has
collated a wealth of information and
there is significant potential to
undertake further analyses. For example,
information can be broken down
according to different conditions or
ethnic groupslt is recommended that
further analysiss undertakerand
informationand lessons learneare
sharedwidelyto inform the NationaEnd
of Life CarenitelligenceNetwork, to be
launched in 2010The data may alsbe
future aligned with developmentsuch

as theend of life care laality registers
and Transforming Community Services.



c. Build on strategic vision

The End of Life Care Strategy provides a
solid foundation on which to build
practical improvements. The national
snapshot illustrates some of the
challenges that PCTs and practices face
when seeking to implement the Strategy.
It is recommended thatq@icy makers
considerhow to further support
implementation of the strategic vision,
including

developing way$o help clinicians
identify peoplenear the end of life

ensuringthe availability oimproved
training toovercomekeybarriers

developinginfrastructure to support
cross boundargommunication and
information sharing

d. Build on success

The snapshot process has proven
feasible and useful. It is recommended
that a repeat of the snapshot is
undertaken in 2011 in order to track any
changes over time. The Februaviarch
timing and methodology of the snapshot
could be kept consistent to allow
comparisonsThe snapshot could be
used in a similawayto the Liverpool
Care PathwalationalCare of the Dying
Audit, as a means to benchmark and
improveprimary careserviceover time

The ADA tool has been named as an
example of good practice in¢h
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has proven its wortlwithin the snapshot
and is in demand from PCTs and
practices It is recommended that policy
makers considelnow the tool can be
made more widelyand freelyavailable.




a. Benefit fromavailable tools

Best care can be cost effective care
Supporting people to die in their
preferred place of caresupporting

carers and avoiding unnecessary hospital

admissiongan all help to reduce

expensive crisis admissions. A first step is

to measure and monitor changes in end

of life care. The snapshot has shown that

there is a feasible way to dbis. It is
recommended that commissioners
continue measuringhe quality ofend of
life care includingcomparingbefore and

after training, local enhanced services or

other initiatives are put in place.

Taking part in the snapshdias already
lead to improvements and a willingness
to change in one third gfractices, even
befare resultsspecific to individual
practices and PCTs were maaiailable.
Commissioners should consider how to
use ADA further as amprovement tool

b. Focus on key bottlenecks

It is recommended that strategic health
authorities and primary cargusts
develop areawide policiedo reinforce
bestpractices irend of life careThe
shapshot illustrated that &ow level of
bereavement supporis being offeredby
many practicesthat more peoplecould
be offeredadvancecare planning
discussionsmore peoplecould have
anticipatory prescribingn their last days
andthere is more room to apply €o
ordinated pathways and protocold.ocal
enhanced service agreements could be
used to support changes, withbuilt
audit to monitoreffectiveness

Thesnapshothas implications for
commissioningervicessuch as
expandng homecare support and night
sitters, 24hour district nursing teams,
availability of medications out of hours,
andcollaboration with out of hours.



c.Invest in the workforce d. Build infrastructure

It is recommended that commissioners It is recommended that PCTs consider
considerthe training needs of practice how to best incentivise practices to take
teamsto address some of the gaps part in ongoing audit and development
identified, particularly regarding the initiatives. The snapshot found that

identification of people nearing the end some participating PCTs provided
of life, training in advance care planning  financial incentives to practices based on

discussionsind support or people and the number of records subitted, but

carers at all stages. the most effective incentives may be
Local Enhanced Service agreements

Workforce Deaneries and PCTs could which reward practices for improved

consider making initiativesuch as the performance over time.
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Goldraining programmeor similar Other potential developments to

more widely available for practices. infrastructure includestrategies to

enhance the effectiveness of localised
collaboration betweendistrict nurses

and practice teams, and systems and

templates to support ss boundary

caresuch asmproving information

sharing®JF 8 a L2 NI A YF2NXY I G A ;
links between primary care, care homes

and hospitals



a. Spread the word

All participating practices received a
detailed report with their data,
comparisons to national and regional
averages and tips for development.

The large numbers of records submitted
mean that practices can benefit from the
findings whether or not they were
directly involved. It is recommended that
reports are circulated to all practices
throughout the country and that those

b. Address gaps

It is recommended that all practices
create an action plan to address
common gaps:

including more people on the
palliative care register

earlier identification of people who
may be in the final year of life
offering advance care planning
discussions to all on the register
improving cross boundary

gK2 RARY Qiuselide NIi A OA LI dicBmmunication such as handover to

information tohelp understandvhat
they could be doing at practice and
commissioning level.

out of hours services

using a care pathway to support
people dying at home

actively supporting carers and
signposting early to carefsourses
and benefits advice

developing an alinclusive
bereavement protocol




c. Consider further training

It is recommended that practice teams
consider ongoing professional
development and the training needs of
both individuals and the team to help
support further improvements in end of
life care.

Organisations such as the Gold
Standards Framework Centre offer
training programmes for practice teams,
including dvdbased training (see
www.goldstandardsframework.nhs.uk
for further details).

Local hospices and specialist palliative
care teams offer &ariety of courses
often more focussed on symptom
control and clinical care

The RCGWRebsite offersguides such as
'Supportingcarers:an action guide for
general practitioners and their teams

d. Make use of information

Practice teams have a significant role to
play at the end of life, and taking small
steps to identifyall people who should

be on the palliativecare register
regardless of diagnosisan have an
important impact on patients, their
families, the practicéeam and partner
organisations.

It is recommended that participating
practice teams us#he individualreports
provided by the national snapshtui
help inform their practice development
programme.

Individual members can also use the
report as part otheir appraisal process.
The report provides goodinical
governanceevidencethat the practice is
taking part in audit.

Practice teams can use the report when
discussing significant event audits of care
prior to death.



a. Consider further analysis

The snapshot has generated a wealth of
information. There is much scope for
further analysis of the dataset, including
delving more deeply into the care
provided for people with specific
conditions such as dementa COPD

for example.

The snapshot also raises a number of
guestions that may need further

research and exploration. It is
recommended that the findings from the
snapshot are used to help shape ongoing
research programmes.

b. Refine the sapshot tool

The initial evaluation of the snapshot
tool and process has identifielnumber
of suggestions for improvements that
should be consideretl is recommended
that the snapshot tool and process is
refined to make it even more user
friendly and gicker to implement
building on some of the suggesting from
participating practices and PCTsmay
be possible to workvith HQIP to
strengthen the quality ofuture
snapshotdurther and makehe tool
more widely available

The Quality Markers were pubhed
after the snapshot data collection and
aligning the ADA tool more closely with
the Quality Markersvill make it an even
more useful tool for PCTQuestionson
the tool that have not added to the
analysiould be removed.
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It is recommended thatmevaluation of

the impact of the 2009 national snapshot
isundertaken, to assess the value of this
process as an improvement mechanism

Although some preliminary information
was collected aboutiny changes that
practices were making as a result of
participating in the snapshot, the timing
of the work programme did not allow
impacts to be assessed after practices
and PCTs received their individual
findings.

A more comprehensive assessment of
the value of the snapshot would be
possible if practices and PCTs were
followed up in 2010, once they have had
an opportunity to reflect and act on the
findings.
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Just as patients and families value
personalised and taired support, so too
do PCTs and practices taking part in
information sharing activities. A strength
and key learning point frorthe national
shapshot ishe use ofan interactive and
partnership approach.

The snapshot did not hawke planned
administraive support and this was
perhaps the weakest part of the process
Practices that received proactive calls
from the helpdeskwere more likely to
take part in the snapshot and more likely
to provide a greater number of records.
This suggests that proactivaggport can
work well to improve response rates.

It is recommended thafuture snapshots
build onand improve uporhis
approachlt is recommended that a full
time administrative post is available to
support large national snapshots of this
nature.
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This snapshot of end of life care in
primary care was undertaken by Omega,
the National Association for End of Life
Care It was funded by thé&lational End

of Life Care Programmnend primary care
trusts throughout England.

Omea worked in partnership with
experts from the Gold Standards
Framework Centre, the University of
Birmingham and The Evidence Centre to
complete the snapshoDmega is a
charity independent of these
organisationsRersonnel from the
University of Birmingharand the GSF
Centreare members of the Omega

Board

The Evidence Centran independent
organisationproject managed the
shapshot analysed and reported on the
findingsand undertook an evaluation of
the use and validity of the ADA tool and
of practices response to participating in
the audit.

We would also like to thank all the
individual members of the team and
partners who worked with such passion
and commitment to make this snapshot
asuccess.







Overview

Cultures all over the world believe that oStudy after study
the way we care for people near the end
of life demonstrates our humanity,
integrity and compassioh.

documents that medical
care for the dying is poorly

planned and frequently

Every year, aboutalf a million people ignores the treatment
die in Englandequatingto 1% of the
population® The number of deaths et y
to riseby about 17% over the next three I )f R TPYAf eode
yearsdue to an aging population and

greater rates of long term conditions

preferences of the patient

Death and dyingffects us all and
WDSOGAY3I AdG NRIKIGQ Fnapryingidnd efiifeScargi®waNR y3 G KS
end of life is increasingly joritised, yet national priority. The NHS Next Stage
as a society we tend not to discuss death Review andnationalEnd of Life Care
and dying openlyThis permeates to the ~ Strategy both emphasise that

careavailableto people in their final supporting people nearing the end of life
months and days, with professiosal is just as important as promoting good
often feeling unsur@bouthow to health throughout life.

discuss and provide support to meet
LIS2 LX SKBa ySSR

& ¢ K S feyu $eiard are crucial for primary care if
we are to ensure that we can deliver a gold
standard of end of life care for all who needqtas
the number of deaths increases there id@oming
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Professor Keri Thomasg]inical Lead forGold Standards Framework Centre
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Markersfor end of life caré® the Gold objectives:

Standards Framewotkand similahave

providedguidelines to help healthcare

organisations and practitioners provide

the best evidencéased care for people

who are dying and their families. There is

an increasing focus on the role of ¢CKAa Aa (GKS FTANBRG SOSNI wayl LX
primary care in supporting people in the of life indicators in primary care,

last weeks and months ofdi, yet including place of deatlsupport

current standards of care in general provided to carers, and use of

practice are not well known. registers and team meetings.

Tounderstand moreOmegathe
National Association for End of Life Care

conducedthe first ever national An online version of the Gold

snapshot of end of life care in primary {GF yRINRA Ctlbeakg2N] Qa ! ¥
care. The snapshot waso-funded by Analysis (ADA) tool was used to

the NHS National End of Life Care collect information.The snapshot

Programmeand selectegrimary care examinedwhether ADA is a useful

trusts throughout England tool for assessing and improving the

quality of end of life care.



The methods for the national snapshot Following extensive use and evaluation

were designed to be manageable and in different settingsADA was declared
feasible.Participation was completely fit for purpose asn audit tool for end of
voluntary and the snapshot was not life care and was recommended in the
designed to be representative of all Department ofHealthQ @uality Markers
practices or all deaths in England. and endored by the Royal College of
Instead the aim was to understand General Practitioners.

trends in the quality of care available by

focusing on all deaths, for all practices In 2008 Omega, the National

within the selected areas during a two Association for End of Life Care
month time period. redeveloped the ADA tool into a user

friendly online interface, especially for
use in the national snapshothe
redevelopment took place after
consultation with clinicians and

The After Death Analys{8DA)tool was commissioners using the tool and

first developed in 2004 to assess care researche.rs and eyaluators who had
delivered against the key tasks of the assessed it ngstlons were added to
GoldSandards Framework (GSF) and reflect key principles from the End of
the levels of GSF adoption by practice Life Care Strategy and the tool was pilot
teams. It was refined following te_St_efj among a small r.lumber of
avalaien. meslies G el Eme clinicians. Further details about the

settings and developed intan online Qeve[opment QrocessA afe included in
audit tool in partnership with the UKS WYws¥tSOuAzyaQ asodu

University of Birmingam.




Inviting practices to participate

Primary care trusts (P€)Twere invited

to volunteer all practices itheir area to
participate.When a PCT area was
selected to take part, every practice
from within that PCT area automatically
became part of the national snapshot
process and was registered on the
online ADA systerand invited to
participate

There was an excellent take up
of the invitation to participate.
Ofthe 874 practices invited to
take part, 502 agreed (57%).

Thisis almost doubldhe target of 30%
set by the Omega team.

In selecting PCT areas to participate, it
was hoped that there would be a good
geographic spread. Fifted?CTspread
acrossine out of the ten SHAegions
choseto take part (see Table 1). The
North East ishe only SHA areaot
represented.

About six out of ten practiceis these
areaschose to participate overalbut

this varied widely between PCT areas. In
some areas almost all practices
participated (see Table 1Jhe snapshot
did not aim to make comparisons
between areas ashthe differing
participation rates increase the need for
cautious interpretation.

Figure2: approximate areas included in the national snapshot
o~ w3 '




Using unique and secure log in details,
practicesfrom all 15 of the invited PCT
areaswere encouragedo submit data
online for every death occurring in their
practice population during Februaand
March2009.Data could be submitted
retrospectively up untiAugust2009 and
covered all deaths, including sudden
deaths. No personal identifying data

were requested.

Practices were not reimbursed by
Omega but some individual PCTs chose
to provide incentives. For example, one
area made patrticipation in the snapshot
and an annual follow up part of a Local
Enhanced Service agreement. Another
reimbursed practicefor each record
submitted and another offered
administrative support to input records.

A mix of people provided records, but
GPs wee heavily involved (see Figure

3).

East Midlands
East of England
London

North West
SouthCentral
South East Coast

South West
West Midlands

Yorkshire/Hurber

Lincoln

Suffolk

Sutton and Merton
Wandsworth

Salford

Milton Keynes Health
Surrey

West Sussex

Bath and NE Somerset
Bournemouth and Poole
Devon

Heart of Birmingham
Solihull

Walsall

Wakefield

102
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54
54
26
36
94
26
44
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74
31
63
40

71
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31
35
28
13
26
3
21
29
55
13
30
44
33

Figure 3 proportion ofrecords
contributed to by various personnel

PCT liaison || 3
Macmillan nurses || 3
Nursing home i 5
Specialist nurse i|d 6
Practice nurse |d 6
District nurse |jued 16
Team meeting hewd 21
Practice manage! jsd 33
Administration jssd 39
GP s 65

0O 20 40 60 80

Note: more than one role could
contribute toeach record

It is important to bear in mingotential
caveats with the data.rBctices could
have been selective about which records
were provided andould have reported
on their care in a positive light. With all
shapshots of this nature the validity of
the data is not perfect, but provides a
good starting point to examine trends.

70% 868
53% 370
57% 168
65% 163
52% 200
50% 117
2% 204
39% 403
81% 214
66% 346
51% 543
18% 48

97% 237
70% 233
83% 373



Originally, the Omega team hoped to
include information about care for 1000
people. The final numbers far exceeded
this, four times overwith 4487records
available 57% ofpractices that were
invited chose to take pa(502 out of

874) Information about the total

number of deaths in participating areas
is not available but based on information
provided by PCTs and national averages
it is estimated that about half of all
deaths in participating areas were
included in the snapshot.

All data from the national snapshetas
collatedusingSPSS, the Statisdil
Package for the Social Sciendeach
practice received an individual report
andPC¥received a report of key trends
for their localarea

Any differences between groups
described in the report are statistically
significant at the 95% level of
confidence (p < 0.05 throughout).

Alongside collecting data for the
national snapshot, an evaluation of the
process took place. All feedback
submitted to the Omega team was
recorded and all PCTs and practices
were invited to take part in surveys and
telephone interviews.

Every PCT wasléphoned to gain
feedback aboutaking partand dl
participatingpractices were invited to
completean online surveylin addition, a
random sample o150 practices were
telephoned to provide more detailed
qualitative feedback. Practices that
chose not toparticipate as well as those
that did take part were contacted. The
aim was to examine the extent to which
practices felt empowered to make
improvements as well as the ease of use
of the ADA online toolOverall,

feedback was received from half of

participating practicest KS WwS¥f SOiA2yaQ

sectionof this reportdescribeskey
trends inthis feedback.



52% of the 4487 recorda the snapshot ¢cFofS w ftAadda LIS2LX SQa
were for women who died between which was collected in addition to

February and March 2009, 81% were LIS2 L)X SQ&a Ol dzasS 2F RS
White and theage at death ranged from

0 to 106 years (average 79 years). This is

likely to broadly represent the Table 2: primary diagnosis

demographics of people dying in

February and March 2009 throughout

England, though the snapshot did not Lung cancer 6 16 2
aim to be representative. Upper GI cancer 4 11 2
Colorectal cancer 3 9 1

51%of people died irhospital. Further sreast cancer 2 e !
Haematological 2 4 1

information about the place of death Prostate cancer 2 5 1
and preferred place of care is provided Gynaecological 1 3 <1
overleaf. All other cancer 6 17 2
Heart failure 10 4 14

The most commonly recorded causes of COPD respiratory = A 10
death were cancer, infection and CN} Afide 35 7 5 6
unknown causes. Even so, 08826 Stroke 6 2 8
were recorded as dying from cancer Dementia 5 3 4
related conplications. This is important End stage renal 2 2 2
. Multiple morbidity 2 1 3

because it demonstrates that the tENLAYAR2Yy 1 1 1
national snapshot includes a wide range  Other neurological 1 1 1
of both cancer and non cancer related Other diagnosis 15 2 24
deaths. No diagnosis 3 <1 7
Not known 15 3 10
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The5 S LJ- NIi Y Sy (End & Life S | f Thefigdtstep in providing high quality

Care 8ategy encourages all health and
social care services fwovidehigh
quality care in the final year of liigsing
apathway approach. Core components

end of life care is to identify people who
may be in the last-42 months of life.
The Quality and Outcomes Framework
(QOF) and the Gold Standards

of the pathway includé: Framework both encourage practices to
create a palliative care register and
99.8% of practices now claim QOF points

LJ- forthaving za gegjister. NBispesitive a G S NJ
because peopladded to aregister often
receive moreproactive care planning
and support and have bedt outcomes.
Howeverit can be difficulfor practice
teamsto identify everyone nearing the
end of life at the best time to optimise
their care.

wdentifying and including the right people
dentifly 2Y UKS LINJ OUAOSQa

aassessing and communicating so we
Assess know people's wishes and preferences

B aplanning and cerdinating care
an

7| woffering high quality services
Deliver

wnanaging the final days sensitively and
appropriately

The ADA tool helps practices examine
the proportion of deaths on a palliative
care register, theatio of carcer to nort
cancerdeaths included on the register
the proportion ofsudden deaths and
anyonewhose deathcould have been
predicted and thus should have been

the register.

usupporting people at the end of life and
Supporl their families and carers

The following sections examine how
practices that participated in the
nationd snapshot are addressing each
element of the pathway.



The snapshot found th&t7%of people
dying in February and March 2009 from
participating practicesvere on the
palliative care registealerting the team
that the time had come to consider end
of life care need¢see Figure 4)

High quality end of life care is
recommended for everyone, regiless

of diagnosis. From 2088this has been
reflected in QOF, whereby people in the
final year of life of all ages and with all
end stage conditions are to be listed on
the palliative care register.

Traditionally, people with cancer have
been overrepresented on palliative care
registers, even though more and more
people are dying of frailty and €o
morbidity. People with noftancer
illnesses have needs that are equal to, if
not greaterthan, those with cancer.
People included on palliative care
registers generally receive more
coordinated and better quality end of
life care. If people without cancer are
not routinely included, this means some
of those most in need may be receiving
subogimal levels of care.

The snapshot found that1%of those

on a register had a primary diagnosis of
cancer, suggesting that there is further
work to do to help primary care teams
identify and support those nearing the
end of life without cancediagnoses.
There were regional variations (see
Figure 5).



Figureb: average proportion of people with and without cancer on register

Yorkshire

West Midlands
South West
South East Coas
South Central

North West
East Midlands

London

East of Englanc

20 40 60 80 100

primary diagnosis cance i all other primary diagnose:

Note: areas that have a greater proportion of non cancer diagnoses on the registdremay
attempting to provide more inclusive end of life care
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There was wide variation gExactlywhen
people had been added to the register.
Practices most commonly reported that
peoplewere added one to six months
prior to death (see Figure @}.ispositive
that 27%were placed on the register
more than six months before death.

Figure6: timeframe when people on the
register were added

52y Qi J 5
More than 6 57
months before
1-6 months before 46
death
2-4 weeks before J -

death

1-2 weeks before _J 10
death

<1 week before J 6

death %

0 20 40 60

There is most potential for improving

care when a person could have been

recognised as being in the last year of

fAFS o0dzi gl ayQid t NI OGA
about four out of ten deaths in the

national snapshot were sudden or

unpredictable, but research fronfé

National Audit Office suggests only

around8% ofdeaths are totally sudden

or unpredictablé?

It appearghat many more people could
be on the palliative care register than
currently and practices might need more
information and support to identify
these people.

The ADA tool helpgractice teams

reflect on whetherthey might have been
able to predict the deaths of people who
were not on a register weeks or months
in advance.

o

S

a
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On reflection, practices thought that 661
people had deaths that codilhave been
predicted weeks, months or even a year
in advance of their death, but these
people were not placed on a palliative
care register to receive supportive end
of life care. This means th&6% of all of
the people in the national snapshot
may havemissed out on components of
end of life care even though their
deaths were predictable.

Practices said that 1% of all deaths could
have been predicted a year before
death, 3% months before death, 5%
weeks before death and 5% within a
week of death. Whilsthese proportions
are small in the context of all deaths,
they add up to 15% of all of the people
who died in the participating areas
potentially missing out on supportive
end of life care because they were not
identified.

There were some differencégtween
geographic regions. The proportion of
WLINSRAOGI 0t S 0 dzi
ranged from 9% in the South Central
region through to 18% in practices in
Yorkslire and the Humber (see Figurg 7

A key message is that practice teams
may find it dfficult to identify people
early enough to be able to provide
proactive end of life careAs well as the
WLINSRAOGI 6t S 0 dzi
deaths,42%of all deaths were thought
to be sudden or unpredictablé&he top
three causes of unpredictable death
were influenza or infection (20% of all

sudden deaths), heart disease (12%), and

unlisted or unknown causes (32%).

It may be that some of these deaths
were predictable but teams lacked a
proactive approach in iddifying
patients early enough.hEre mayhave
been other reasons for thifiough, such
as it was quicker to complete the ADA
tool for sudden deaths.

y 2 i

y 2 i

2
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Figure7: breakdown of deaths not on a register

i Could have been predictel i Sudden death 4 Unknown

Yorkshire

West Midlands

South West

South East Coas

South Central VT - S
North West

East Midlands
London

East of Englanc

0% 20% 40% 60% 80% 100%

Note: differences referred to throughout the report are statistically significant (p<0.05)

Key theme: identifying people towards the end of
life is essential. It is positive that one quarter of
people who died were identified iradvance, but
the snapshot raises questions about the care
received by the other three quarters.
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In addition to creating clinical care plans

) >

The ADA tool did not focus on clinical

GKAOK O2yaARSNJI LIS2LIOSNE YBERNYIATY Iy FERA T

it is vital to give people an opportunity
to haveopendiscussionsibout their
care and preferencesear the end of
life. It is equally important toespect

that not everyone wishes to discuss their

preferences. fieseconversationsnust
be handled with sensitivity. Sometimes
practice teams fear a negative reaction,
but such discussionsanoften help
patientscome to terms with things and
enable them o live out their final stage
of life felling better prepared.

Talking with people about their
preferences at the end of life isown as

medical needs, but theational
shapshotdid askpractices to provide
feedbackaboutthe extent to which they
are offering advance care planning to
people nearing the end of life.

20%of all people who died during
February and March 2009 from
participating practices were offered an
advance care planning discussiorhis
figure is low but may be lower in reality
as the termWdvancecare planningls
often poorly understood.

Pemle who died suddenly would not be

Y RO yOS OWHisks eduidlly v y Jexpékted to take part in care planning

important to clinical care planning
because itncreases patient choice and
may helpfamiliesfeel better prepared?
An advance care plda a written
statement whichdoes not have formal
legal powerlt is not the same as an
advancedirectivebut it helps when
O2yaARSNAY3

discussionsi-ocusing on people who
primary care teams knew were nearing
the end of life (ie those on a palliative
care register)58%were offered a
advance care plannindjscussia and
43%had their wishes and preferences
recorded in an advace care planing

LIS NE 2 yiczdmenit(ded RighiB)p



0KS
being interpreted consistently by

practices his suggests that practices
generally recognise thienportance of

LT

SELX 2NAy 3 LIS2LX SQ&
preferences and are making efforts to
have such discussions among those they
have identified as nearing the end of life.

However, there is room for
improvement. According to the national
shapshot42%of people known to be
approaching the end of life were not
offered a discussion to help plan how
they wanted to die

There is also a discrepancy between the
proportion of those offered discussions
and those where a formal record of the
advancecare plan is kept and distributed
to all members of the team, hospital, out
of hours service and so on (58% had
discussions versus 43% with
documentedadvancecare plans)Figure

9 illustrates regional variations.

G§SNY W R@ZI y O SurtBdrmbie, alsifjnifigant propaton of &

practicessaidthey did not know
whether people were offereddvance
care planning discussiornk8%said they

yaif SoRkaow if ffidde discussions were

held orand 23% did not know if the
discussions werdocumented.

It is also important to note that 15% of
deaths werethought to be predictable
but not on care registersThese people
were not offered advance care planning
discussions.

Overall, the national snapshot
found that care planning is
underway, but that morefocus
IS needed to ensure that all
those identified asnearing the
end of life are offered
discussions about their
preferences and have their
wishes documented.

Figure 8 proportion on register offecka care planning discussion
andwith their preferences documented

Offered discussion

\

T

23

Recordegdvanceccare plan



Figure9: proportion on register offered a discussion and with a care plan
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Note: there is no statistically significadifferencebetween regions in whether a discussion
took place (p = 0.09) but the difference in care plans is significant (p < 0.05)

Key theme: it is positive that practices are
discussing preferences with six out of ten people ¢
0KS NBIA&GSNE 0 dzi aMdgs? LI
documented after discussions. About four out of
0Sy LIS2LX S FINBYyQil KI A"
their wishes.
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The End of Life Care Strategy
recommends thahealthcommunities
should develop coordinated end of life
care across sectors and at all timeshe#
day and nightThe national snapshot
examined care from a primary care
perspective rather than strategies across
the entire care continuum. However
practices did provide fiormation about
how they sought to enhance €o
ordination amongst the practice team
and with other close partners.

Planning and cordinating care is key to
supporting people at the end dife. One
approach is the Gold Standards
Framework, whose basic principles are
now recommended in QOB2% of
practices that participated said they
were applying some of the principles of
the Gold Standards Framework
generally.

Both GSF and QOF emplsasihe
importance of multidisciplinary team
meetings.Most practices have a regular
multidisciplinary team meeting to
discuss people nearing the end of life.
¢KS FAY A& (G2 RAaOdzaa
ensure that all aspects of care are
considered. At a mimum,
multidisciplinary meetings should
involve GPs, district nurses, palliative
care community nurse specialists if
available, and a member of the
reception or administration staff.

LIS2 LX SQa



29% of all patients an@8% of those on
the register were discussed at a
multidisciplinary team meeting at least
once in their final three months of life

Almost all practices said they held
multidisciplinary team meetings to
discuss end of life care every3l
months.Holding multidisciplinary
paliative care team meetings at least
every three months is a Quality and
Outcomes Framework targe¥any
practices find that threamonthly
meetings are not frequent enough as
LI G6ASyGdaQ ySSRa Oly OK
this reason monthly meetings are
recommended.




