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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
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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
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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

5SLI NIYSyd 2F | SItiaKQa

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.










