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EXECUTIVE SUMMARY

1. Background

Effective palliative care for frail older peoplerilhg and dying in nursing care homes is
essential. This may be less straightforward thagamising cancer palliative care;
nonetheless it is vital that palliative care istpdrthe public health agenda for the rapidly
increasing number of frail older people living ahdng in nursing care homes.

In March 2007, seven nursing care homes in Mid&thScotland agreed to take part in a
feasibility project to develop palliative care withitheir individual care homes using the

GSFCH framework alongside primary care teams. prbgect formed part of Phase 4 of

the national GSFCH work in England.

The aim of the project was to optimise the orgdmsa proactive planning, and
communication with residents, their relatives, tmersing home team, and general
practitioners using the GSFCH framework in ordedéwelop a culture of cooperation,
and reduce the number of admissions to hospitdhénlast stages of life with more
residents dying well in their nursing care home. iArdepth evaluation in all seven
nursing care homes was undertaken.

2. Implementation

The GSFCH is a framework that helps to promote rséwvgortant aspects to enhance a
palliative care approach to nursing care homestirmaity of care; communication; co-
ordination of care; control of symptoms; carer sarpboth family and staff); continued
learning; and, care of the dying. The adapted rpwel Care Pathway for care homes
(Hockley et al 2005) was used.

Each nursing care home were asked to appoint ‘keynpions’ who would help co-
ordinate the project in their own nursing care hand help to embed various systems
being implemented. They also attended trainingaitiative care. A facilitative learning
course:‘Foundations in Palliative Care for Care Home@acmillan 2004) was used;
key champions were then encouraged to cascadeathag down to their own staff with
or without the help of the facilitator.

All ‘key champions’ were encouraged to attend GSF@atwork workshops held in
London through which new material was introduced.

Two main systems were introduced. Firstly,sagportive/palliative care registewas

implemented into each nursing care home. The egislps highlight needs in relation
to anticipatory care planning, DNAR status, famélgd resident communication, and
symptom control. The names @lf permanent residents in the nursing care home arere



the register as they were seen to have progresfveadvanced, incurable disease
requiring 24-hour nursing care. General practéirsnvere encouraged to use the register
to guide this wider discussion of residents on anttmy basis. Secondly, thedapted
Liverpool Care Pathway for the last days of’lifieas implemented.

The implementation of both systems involved a abersible amount of support and
training across the homes involved. This trainiragWnked to and complemented by the
learning that occurred through tifeoundations in Palliative Care Course

Planning was required in relation to where and hegisters and/or documents would be
kept and updated; especially when there were noirastnation staff and/or a nurse
manager lacked computer literacy.

3. Evaluation

The purpose of the evaluation was to assess tlakeigind feasibility of implementing
such a major project, and to evaluate its impacthenend of life care being given by
staff in all nursing care homes in a geographi@.ard ‘realistic’ evaluation approach
(Pawson & Tilley 1997) was adopted.

Quantitative data were collected through:

o Staff audit questionnaire. Analyses was performethmatched’ pairs of those who
returned both the pre and post audit questionnaire.

o Documentary evidence of the last 8 weeks of literfrthe notes of residents who
had died. A total of 228 residents’ notes (pre post) were examined.

Qualitative data were collected through interviemigh:

o Twenty-one relatives (whose loved one had died me of the homes) were
interviewed ‘pre’ project; and, thirteen relativpsst’ implementation.

o Nursing home managers and general practitioners

To aid data-collection and analysis in the intemge with relatives, a matrix
corresponding with the 7C’s of the GSFCGH was usedentify any changes in these
salient areas.

4. Results of the project

Many of the residents were notably frail. Ages hdgrom 66yrs - 103yrs with over a
third of residents in their nineties. 51% ofidests had multiple co-morbidities of 3 or
more diagnoses. 66% of residents had dementleeasnain diagnosis.

There was significant improvement in the followiageas: care of the dying, control of
symptoms, continuity of care, carer support (fagsiliand continued learning. There was
a noticeable drop in ‘negative’ averages regardallg seven C's of the GSFCH
framework in each nursing home.



Managers recognised an increased confidence ingtegf, including carers, particularly
in communicating with relatives about death anchgyand actually caring for a dying
person. Using the ABCD register with the GP wasttebe very useful in helping staff in
the nursing home to be more organised and pregdareend of life care. Attitudes had
changed; staff were more accepting of dying andemable to recognise it.

As a result of improved discussion around endfefdare, some of which could be called
anticipatory care planning alongside better colfabon with general practice, there was:

= Increase in DNAR status across all nursing caredsoimom 8 to 71%
= Increase in explicit decision-making in end of Idare across all nursing care homes
from 4 to 55%
» Fewer deaths in hospital: a reduction of around F0%m 15% to 8%) of residents
dying in hospital in the 12-months preceding thejgmt compared to the year of the
intervention.

= A reduction of inappropriate hospital admissionolgr 40%.

These results occurred despite a high staff tum@etween 11% - 72%) during the year
of the project. The majority of nursing care honhmesl a staff turnover of over 35%.
Because of this, sustainability of improvementsradinly 18-months may be at risk.

5. Key Recommendations:

Systems:

» The Liverpool Care Pathway for care homes shoulddagl to ensure that a resident is
regularly assessed during the dying period

= Appropriate communication regarding DNAR status utiobe addressed when a
resident is first admitted to a nursing home

= Advance care planning should be offered as partoatine care at or soon after
admission as a way of reducing inappropriate adamss

= The use of assessment charts for the managempatrnodnd depression is advised

» ‘Review’ meeting with families need to emphasiseti@patory care planning’ and the
appropriateness of allowing natural death in thg wéd and frail at the end of life.

= Provision of monthly organised reflection times f&taff following the death of a
resident.

Organisation:

» The Gold Standards Framework for Care Homes cgnihmgdrove the quality of end of
life care to residents and families. However, dastg the quality needs to be done
through accreditation status with GSFCH programme

= Palliative care needs of residents dying in nurstage homes can be complex and
require greater availability of palliative care popt

= Formal links between nursing care homes and pakiatare support need to be
established

= GP Direct Enhanced Service payments for nursing lsames have been beneficial and
should be continued. Monies saved from inappropraatmission to hospital could be
ring-fenced to pay for such a service.



Training:

» ‘Foundations in Palliative Care for Care Homesilfation by senior nursing staff will
help cascade down knowledge learnt through the GSiGject

= All new staff require palliative care training

Future Plans for Midlothian:

= A ‘step-down sustainability’ project for 2 days/vkedor 2 years is needed to
consolidate and embed the changes that have beds ma

= A ‘palliative care forum’ will help support localunsing homes involved in the project

August 2008
This summary can be downloaded from the Primaryiddak Care Researclsroup

website. For further information conta8cott.Murray@ed.ac.uk
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1 BACKGROUND

“How people die remains in the memory of those who live on”
Dame Cicely Saunders

The care for frail older people has changed comside since the 1990s. Now the

majority of frail older people in the UK are carfe in care homes rather than long stay
wards for older people. In Scotland there are 34 bomes (those providing nursing &

personal care; and those providing just persomnal) @ccounting for around 31,000 beds
for the long term care of older people. Sixty-percent of the care homes in Scotland
are privately ownediww.scotland.gov.uk

The population of older people living and dyingcare homes providing nursing care is
increasingly frail (both physically and mentally)cathey are amongst the neediest of our
society (Brazil et al 2004). Recent figures in B of Life Care Strategy (DoH 2008)
record that 16% of people over the age of 65 ydarsn a care home although others
(Davies & Seymour 2002; Teno 2003) speak of hidigeires

During March 2006 - February 2007 there were 7 &@&ths in privately owned nursing
care homes in Scotland. The relative isolation ofsimg care homes from the
development of palliative care elsewhere in the NH&I the lack of medical cover
(Jacobs 2003), raises concern that care homes mayobiding sub-optimal care at the
end of life (Hall et al 2002; Hockley 2006).

Retention and recruitment of staff in these orgaioss is problematic (Redfern et al.
2002). Most care staff in these homes are untraipetdstaff are caring for people with
complex and multiple diseases — the majority of mvhaill now die within two years of
admission (Katz & Peace 2003). With little educatiand support around death and
dying, carers are not surprisingly frightened bg thsponsibility. More recently, dying
has been found to be ‘peripheral to the care honitere’ (Hockley 2006). As a result
old and frail residents can be admitted inapproglyato hospital in their last weeks of
life and consequently die away from familiar sumdings and the people who have
cared for them.

Studies have reported a rehabilitative culture ha tong term care of older people
(Hanson et al 2002; Travis et al 2002). A palliatsare approach has been suggested as
an appropriate model of care for care homes (Madd&cParker 2001; Tuch et al 2003).
However, changing the culture of care homes is ¢exnpecause of the ‘weak’ context
(McCormack et al 2003). Education programmes ire dammes, in isolation of any
change initiative, are not sufficient (Froggatt @0

As part of the Department of Health’s ‘End of Lare Strategy’ (2008), three tools are
being advocated in order to help organise car@dople facing the end of their lif€he

Gold Standards Framework for Care Hon&SFCH] (Thomas 2006) is one tool that
provides a detailed framework for staff workingnarsing care homes to help plan care



in the last year of life. Alongside educationaitiatives such tools have been found
useful in bringing about change. Recently, theamati GSFCH team have introduced
‘accreditation’ to ensure ongoing quality improverpequality assurance and quality
recognition (Thomas 2008).

2 THE PROJECT

The Midlothian project formed part of Phase 4 & tiational GSFCH work involving
nursing care homes in London, England. Midlothga geographical area close to the
City of Edinburgh with both high and low deprivatidNursing care home managers from
all seven nursing care homes (totalling just untl@® beds) in this primary care trust
were invited to take part; all agreed and were kidppthe project to be fully evaluated.
The project was undertaken over an 18-month periettlical approval to involve
relatives in the evaluation was given. Local GPcpcas were familiar with the Gold
Standards Framework [GSF] project for primary care.

The GSFCH emphasises the importance of a goodtyudliife during the last year/s
that an older person might have in a care home twitheir death.

The five goals of the GSFCH are:

1. Physical symptoms are anticipated and reduced witssble

2. Residents/families have some choice and contrdicpéarly around the preferred
place of care at the end-of-life

3. Residents feel supported and informed; problemsiatieipated and reduced

4. Families feel enabled, informed and involved in¢hee as much as they would like
to be

5. Communication in relation to end-of-life care beéwestaff in nursing care home,
the GP and primary care team is improved

The GSFCH highlights the importance of 7Cs thatp hlwards achieving a gold
standard of care at the end-of-life for older peapjing in nursing care homes, namely:

Cl: Co-ordination

C2: Communication

C3: Control of symptoms

C4: Continuity

C5: Continued learning

C6: Carer support (family & staff)
C7: Care of the dying

The Midlothian GSFCH framework used a ‘high’ fa@tion model because of the
reported ‘weak’ context in nursing care homes (Hegket al 2005). One full-time
facilitator (JH) worked alongside the seven NHsraue 18-month period.



2.1 Aims of Midlothian GSFCH project

The Midlothian GSFCH project proposed to optimise brganisation, communication,
and proactive planning that is necessary for higality end of life care for frail older
people in seven nursing care homes. The aimsgtbgramme were:

1. To improve the quality of care provided for alligeEnts from admission to the
home

2. To improve collaboration with GPs, primary carenteaand specialists

3. To reduce the number of hospital admissions ititta stage of life, enabling

more to die with dignity in the home, if that isthwish.
[www.goldstandardsframework.nhs.uk/care_homes]

A realistic evaluation methodology (Pawson & Tillé997) was used to evaluate the
project.

3  FACILITATING THE PROJECT

The seven nursing care homes (NCHSs) taking pathénproject ranged from small
‘family’ run homes to large, private corporate ‘fprofit’ organisations (see Table 1).
Nursing home managers (NHMs) were sent the GSFCeurdentation pack which
included a DVD of the programme. They were askedppoint key champions (KCs)
who would, alongside the nursing home manager, takponsibility for leading and
embedding the project within the home. KCs needelet very interested in palliative
care, and willing to champion new tools and thecation within the NCH.

NCH | Size of | Ownership of No. KCs involved + NHMs
NCH NCH
A | Medium | Corporate 4
B | Large Corporate 4
C | Small Family run 3
[multiple
NCHs]
D | Large Corporate 3
E | Small Corporate 3
F | Small Family run 2
[single NCH]
G | Large Corporate 4

Table 1: Size, ownership and number of KCs and NHM s involved in the NCHs

A meeting open to all staff within each of the NCWas given to explain the project

before it commenced. Staff were encouraged to wiaieDVD about the GSFCH project

in order to raise awareness. For those NCHs thditaheegular ‘relatives’ meeting’, an

opportunity was offered to share about the proggéuch a meeting. Two nursing care
homes arranged such a meeting.

KCs were invited to attend a 4-dayoundations in Palliative Care CoursgMacmillan
Cancer Relief 2004) in order to refresh their krexige about palliative care. The course
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was held once a week at one of the NCHs duringnibieth of May 2007. KCs completed
a pre/post evaluation of the course. They were aefsmuraged to obtain the education
pack and cascade training down through their NCH.

In June 2007, KCs from six out of seven NCHs attenthe first of four London
workshops organised by the national GSFCH teanva#t at these four ‘gear’ meetings
(getting started; moving on; gaining speed; crgki(see Appendix 1) that information
about the next part of the framework was commuaettatKey tasks of the framework
were introduced through implementing two main gyste

= The supportive / palliative care registdor all residents in the nursing home and
organise a monthly review.

o Implementing a ‘coding system’ and ‘needs matnxorder to plan care for
residents at whatever stage on the register thghtrbe

0 Addressing the DNAR status with resident and family

o Providing on-going anticipatory care planning widsidents and/or families
about their wishes in relation to what may or maylme appropriate in light
of the quality of life of the resident (this inclesl discussion about preferred
place of care in the last few weeks of life)

o Collaborating with local GPs on a regular basis arith local specialist
palliative care to address symptom control and dergommunication
issues with residents and/or families

» The adapted Liverpool Care Pathway for the last dayslitef for care homes
(Hockley et al 2005).

3.1 Implementation of the supportive / palliative ¢  are register

A ‘supportive/palliative care registesee Appendix 2) was implemented in each NCH.
This involved entering the names alf permanent residents on the register because of
their progressive, far advanced, incurable diseasethe requirement of 24-hour nursing
care. Residents who were in for respite care weténcluded.

A major part of such a register is the coding didents (see 3.1.1) according to their
likely prognosis. The register also collects infatran in relation to DNAR status,
anticipatory care planning and symptom control essuStaff with their general
practitioner/s were encouraged to use the regagtarmonthly meeting to guide the wider
discussion of residents while nurses and care wi#tiin the home were encouraged to
update it during the month on specific residentagsopriate.

Local GPs had had previous experience of a suppdtlliative register, but it was a
completely new concept and system for the NCH .s&tHirting the register and updating
it on a monthly basis was a considerable undentgfanall NCHs. This was mainly due
to the lack of computer facilities and/or compdieracy of many of the NHMs & KCs.

The register was easier to establish in the sma@Hs] however, at the beginning of the
study the majority of small homes had no estabtiskeekly meeting with a GP practice.
In the medium/large NCHs where regular weekly nevmeeetings did occur, it was only
the medium-sized NCH that could manage a revievalbfresidents in one weekly
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session. It was necessary for the larger NCHplibthe review over two weeks — e.g.
doing the ‘top’ floor one week and the ‘bottom’ dlothe next.

3.1.1 Coding and the supportive / palliative care register

As an integral part of the supportive / palliatis@e register each resident’s prognosis
was reviewed regarding a ‘best guess’ scenarigusicode:

= Code ‘A’ indicated there was no change since tlevipus month’s discussions
with the likelihood that the resident would sti# blive in a year’s time;

= Code ‘B’ highlighted some deterioration where progis was now likely to be
‘months’;

= Code ‘C’ highlighted clear deterioration since lasbnth and the resident may
only have weeks of life;

= Code ‘D’ denoted that the resident was now activBiyng and that the adapted
Liverpool Care Pathway for care homes (LCP) shbeldommenced.

The coding was useful in highlighting those restdemho were clearly deteriorating and
entering the dying phase. However, some staff didfeel confident talking openly to

families about a resident’s deterioration everhat@-monthly resident’s review meeting
with the family.

The ‘care needs matrix(Appendix 3) that guided staff to what needed ¢oalshieved
during the different coding stages was placed éffitbnt of the register.

3.1.2 Do Not Attempt Resuscitation (DNAR)

At the beginning of the project, knowledge of thaceess of cardiopulmonary
resuscitation (CPR) on people over the age of 6bidswas extremely limited. Few
people (staff, residentand families) realised that the likelihood of a susfasoutcome
of CPR on a frail older resident living in a cane was 5% (BMA 2007). However,
following communication staff soon understood thglity of such extreme intervention
and realised the appropriateness of a DNAR form.

Lothian Health has one of the more forward-thinkglicies regarding DNAR, with
specific  DNAR forms that are wused across all health settings
(http://www.nhslothian.scot.nhs.uk/The forms were readily accepted by the NCH stadf an
were kept within the folder of the supportive/pative care register making them readily
available at the monthly multidisciplinary registeview meeting.

3.1.3 Anticipatory care planning:

Anticipatory care planning requires ascertainingidents and family/next of kin wishes
regarding what they would like and would not likehiappen during the last year/s of life;
It also requires appropriate oral and written comimmation among nursing home staff
members and with the wider clinical team (Happl 2082).

The following scenario (see Box 1) taken from fredtes highlights the unnecessary

distress and waste of resources when anticipany planning, and DNAR status, are
not discussed on a resident’s admission to a careeh

12



Box 1: Scenario
An 85yr old gentleman was admitted to NHC sufferirgmn advanced Mesothelioma 4
pulmonary emboli. He had no written evidence ofcdssion re DNAR (despite hi
diagnosis and age). Because of breathlessnesgjhieeck assistance to transfer from bed
to a recliner chair — it was his preference toslieethe recliner chair overnight because |of
the severity of breathing.

U RY

Three weeks after admission, the nursing kardewrdscat 14.00hrsa better day,
continues to have a productive cough; antibiotioatiue as charted’ At 19.40hrs while
being transferred to the bed, heecame dyspnoeic and cyanosed, skin clammy;| BP
156/100; pulse 88 The oxygen is increased and NHS24 is callethasDNR form was
in place’. He then stopped breathing with no pulse andrdezbas having died. Fifteen
minutes later the ambulance arrives and resusmitas attempted but to no avail. The
ambulance men inform the police.

The niece is informed & arrives at NHC 30minutedobe the police who arrive at
21.08hrs. Both staff nurse, who insists that reisation was totally inappropriate but fe
she had to ‘cover her back’ as she was an agensg ramd the niece are interrogated
the police — both feel humiliated by the procesd feel it is a waste of police time an
money. [NHC, Sept 07]

o T ~
<

The time and emotional energy spent because apat®@nticipatory care planning had
not been acted upon on admission for this gentlembao was clearly very ill was
considerable; not least the fact that the cargheraesidents was diminished because the
only nurse on duty was being interviewed by thageol The impact on other relatives
seeing a police officer visit the NCH was consitdaThere is concern that the presence
of police contributes to a lessening confidencehi@ nursing home management. The
above scenario was not an isolated event in tHg e@eks/months of commencing the
project.

It is important to stress that for many staff ap@tory care planning (ACP) was
something that staff had never come across befutetleere was much debate as to the
appropriate time for such discussions. Some nuielescomfortable having the ACP
discussion on admission, others used the first Gtmoeview meeting, still others chose
a time when the resident was clearly deterioratingaving the discussion when a
resident was imminently dying however provoked atwias often inexperienced staff
were left to speak with families. Sometimes it vias OOHs doctor who stepped in.
Omitting such discussions ran the danger of ingmpte admissions and sometimes a
death in hospital.

3.1.4 Symptom Assessment tools

Undertaking specific assessment of symptoms was toemany of the nurses, as the
majority had relied on this being the doctor’s rdtwever, with the limited amount of
clinical input of GPs to NCHs, nurses now need a@iet responsibility for such

assessments.

The major symptom issues that required regulantite during the project were: pain,
constipation and depression. Two main assessmelst were highlighted but there was
little time during the project for them to be adty&mbedded within the culture of the
NCHs. The first tool was pain assessment and management cbpecifically for care

homes (see Appendix 4). This chart has an assesspage for residents without
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cognitive impairment as well as one for residenith wnpairment. For the latter, the
DOLPLUS-2 behavioural pain assessment tool is dediu The second tool was the
Geriatric Depression Scalesee Appendix 5) This is widely available and some of the
nurses had used in long-stay wards for older pemptidnad never used such a tool within
the care home setting.

3.2 Implementation of the adapted LCP for the last  days of life

The second main ‘system’ to be introduced was tiapted Liverpool Care Pathway for
the last days of life in care homes (see Hockleyle2004). It was implemented at
participating NCHs at different times during theojpct. One NCH had already been
involved in a previous project concerning the addgtiverpool Care Pathway and only
required an ‘up-date’. Two further homes wantethtmduce the documentation right at
the beginning of the project.

A base review was carried out in each home; reswdte reported back to individual care
homes prior to training and implementation of tleeuwmentation. Training around the
documentation of the LCP is of vital importancehnatver 80% of staff in any care home
attending. KCs helped alongside with training. Elaining session lasted 2hrs and used
a 3-page scenario that staff used to practicendillin the LCP documentation.
Considerable emphasis was also given to the stafagew care pathway documentation
with one person (often reception staff) taking brs tresponsibility. This ensured that
when a resident was diagnosed as dying the docatmnivas readily available.

The implementation of both these major systamslved a considerable amount of
support and training across all seven NCHs. Thgh'hiacilitation of the project meant
making contact with each NCH on a weekly or bi-wegddasis. Visits to the NCHs were
made to:
* help staff fill in the ADA (After Death Analysispfm on-line to fulfil requirement
for the national GSFCH evaluation
* help staff set up the supportive/palliative cargiseer on-line and guide them with
updating it
» attend monthly overview of residents alongside GP
* undertake a base review of the 5 most recent deatios to training and
implementation of the adapted Liverpool Care Pathwa
» train 80% staff in each NCH in the use of the agdptiverpool Care Pathway
alongside their KCs plus support staff with its use
» support KCs with cascading down tReundations in Palliative Careourse
* introduce and teach on the various assessmen tools
» lead reflective de-briefing meetings with staftive NCH following a death
* role-model how to speak about death and dying faithilies at review meetings
« follow up on the clinical care and/or communicatisssues with a resident
and/family
* organise and attend the four London workshops thighKCs

Although the above were the standard things todekressed in each NCH, it was also
important to be flexible. In one NCH where a neanager had just started and where
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staff had been particularly traumatised throughvipres management issues, it was
necessary to work alongside staff on two morningsoath for the first few months in
order to gain their confidence. In a further NCHwvas difficult to know how much to
continue the training until greater stability amsngtaff had been achieved. Further
discussion concerning outcomes in relation to petantion of staff is addressed later in
the report.

3.3 Two spin-off projects

During the facilitation of the GSFCH, two NCHs unek further work. NHA was
involved with discussions to gettiome Office Licenct keep ‘prn’ medication as stock
for the last days of life. This arose as a resdlimplementing the adapted LCP
documentation that requires prescribing three naddics (an anxiolytic, an analgesic,
and a drug to control rattly breathing) to be aai in case of distress. However, often
drugs are not used and then there is wastage whmys @re destroyed following the
resident’s death. Having a licence to hold thesgsl therefore is useful as it prevents
wastage. Drugs useful for distress in the lassddyife are kept ‘as stock’ in a separate
cupboard and available ‘prn’ for residents who h&#esn commenced on the LCP
documentation and who have been prescribed thetimetyGP. If continuing discussions
are successful with various stakeholders in LothiiHA will be the first nursing care
home in the UK who has such a licence.

A second project undertaken by NHD involved thetimgi of a booklet for relatives

explaining what to expect when someone is dyingd,tae procedure to follow once they
have died. The booklet is being formally printed! avill hopefully be used throughout
the organisation. The compiling of such a bookbetneplifies that the culture in this
NCH has changed to one that openly acknowledgemyds part of the care.

4. EVALUATION

The purpose of the evaluation was to assess tlabiigg of such a project, and to
evaluate the implementation of the GSFCH frameveor#t the impact it had on the end-
of-life care being given by staff in the seven mgsxare homes.

4.1 Aim and methodology

The aim of the evaluation was to explore the exteméreby implementing the GSFCH
framework (along with the adapted Liverpool CarethiRay for care homes
documentation, and the ‘Foundations in PalliativereCfor Care’ course) is able to
develop practice and help bring about a changailture towards adopting a palliative
care approach for nursing home residents in theyés of their life.

A ‘realistic’ evaluation (Pawson & Tilley 1997) waslopted. Pawson & Tilley (1997)

highlight the importance of understanding the ceintehen bringing about change and
how the existing social processes are counterdnptatie mechanism of change. In this
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project, the mechanism of change was the GSFCHefrnark and more particularly the
7C’s of the GSFCH framework as a way of measurimgendiscretely the effect of the
intervention. A case study approach of each ofNiiHs enabled an individual care
home analysis to occur alongside the overarchiaduation.

41.1

Data collection:

The evaluation used both quantitative and qualgathethods. The facilitator (JH) of the
main project undertook the quantitative data ctilbec A research associate from St
Columba’s Hospice (JW), working one day a week ttoe project, undertook the
gualitative data collection.

41.1.2

41.1.3

4.2

Quantitative data from three sources:
Retrospective review of noteI’he names of all residents who had died either in
hospital or in the nursing home the year beforeptitugect (June '06 — May ‘07)
and those who died during the first year of thgqmio(June '07 — May '08) were
requested. A retrospective review of the last &kgeof life was then undertaken.
A proforma (see Appendix 6) collected genetamographic data such as age,
length of stay, diagnoses and type of death. & etdlected specific data relating
to the use of the supportive / palliative care stgi the presence of DNAR
notification, anticipatory care planning, number in&ppropriate admissions /
‘bed-days’ and deaths in hospital; and, the usbetdapted LCP documentation.
Staff audit questionnairgdlockley et al 2004) (see Appendix 7) were serdlto
care staff and nurses at the seven NCHSs at tharoegi of the project. Following
the project those who had returned the previoustgqueaire were sent a ‘post’
project audit questionnaire. Analysis was performedmatched’ pairs.
Questionnairgsee Appendix 8) to nine KCs post intervention

Qualitative data:
Interviews with relatives:Semi-structured interviews with 36 relatives were
conducted (see Appendix 9). Relatiwgsre recruited for interview through the
nurse managers of each NCH. Each nurse managegiwers a template of a
letter which they then adapted. Letters were pdirde the headed notepaper of
each individual NCH, signed by the nurse managdrsamt to bereaved relatives.
There was a tear-off slip and a stamped addresseelope for the relative to
reply straight to the research associate. Durirggibterview family members
were asked to tell the story of the last monthsskseand days of their relative’s
life with prompts in relation to the 7C’s of the BSH. All interviews were
recorded and transcribed verbatim.
Interviews with GPs and nursing home managé&emi structured interviews
with 7 GPs (pre project) and 6 nursing home marsgagpost project) were
undertaken. Only the nursing home managers’ @@ty (see Appendix 10)
were analysed.

Analysis

The quantitative data was analysed using desceistiatistics.
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The qualitative data was analysed using thematdt @ntent analysis. Corner et al
(2003) suggests that narrative-based data can eodew insights into the nature and
quality of care when patients and carers stories amalysed for the number of
spontaneous reports of ‘instances’ of care. Arimatas therefore developed around the
7C’s of the GSFCH framework in order to measurengea post implementation. The
relatives’ interviews were scrutinised for ‘instascof care’ in relation to the 7C’s and
analysed using content analysis. The 7C’s wereggdatd as havingositive negativeor
equivocaloutcomes. A positive outcome would be recordedoif,example, there was
evidence of good symptom control. Likewise, a negabutcome would be recorded if
there was a lack of communication about dying.tAation was recorded as equivocal if
there was insufficient information to judge. At teed the positives and negatives were
added up to give an overall balance of care.

Analysis was carried out as case studies withim eddhe individual NCHs as well as
across all the NCHs.

5. RESULTS

This section reports the results of the evaluatiBmstly, an overview is given in relation
to the facilitation of the project that includepasts of staff retention and the teaching of
the Foundations in Palliative Carecourse for care homes. The quantitative and
gualitative results are then reported.

All seven nursing care homes remained involved tghproject until the end. However,
due to staff shortages and staff retention, a nurobRCHs struggled to keep apace with
all developments. One nursing home in particukat B different NHMs with 72% of
staff leaving during the 18-months of the projes¢g Table 2). It is therefore not
surprising that making progress with the projecs wdficult for them. The majority of
NCHSs had over a 25% staff turnover during the y#dahe project. Only two NCHs had
16% or less staff turnover. In one of these NOHed members of the nursing team died
during the project.

NH NHMs &/or KC leaving No. of staff leaving NH during project
Staff %

A 0 12 25.5%

B 1INHM 15 42%

C 2 NHMs + 1KCs 18 72%

D 1KC 23 36.5%

E 2KCs 15 53%

F 0 3 11%

G 1KC 8 16%

Table 2: Staff turnover
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The facilitation of theFoundations in Palliative Careourse for care homes gave key
champions’ time in which they could speak abouirtk&perience in caring for dying
residents and their families. However, the majootyKCs also had significant personal
losses they wanted to share. Out of the fifteen s attended the ‘Foundations in PC
Course’, 73% attended the whole course.

A pre-course questionnaire was used to measuresidisowledge, confidence and skill
in different aspects of palliative care. Resultshi$ averaged 50%; following the 4-day
course this rose by over a third to 85%. Coursdldfaek was extremely positive:

“I am very grateful for the opportunity to be chos® be involved in this course as it has realliped me
in a lot of areas. | was not as confident as | aownThe presentation [of the course] was absolutely
fantastic”.

“Caring for the dying is one of the nicest lastrths you can do for the person. This course has masle
more aware [of things] that | wasn't always are”of.

The full 4-day course was cascaded down in five auseven NCHSs. In these homes
there was opportunity to relate the course to thecific issues of anticipatory care
planning, talking about death and dying and othsgeats specifically related to the
GSFCH framework. Two NCHs with a high staff turnowaruggled to find time to
complete the course. However, staff commented hen donstructive and easy to
understand format of the course.

5.1 QUANTITATIVE RESULTS:
5.1.1 Retrospective review of notes:

The yearprior to the project [June '06 to May ‘07] 110 residenteddacross all seven
NCHs [nine residents’ notes were unable to be aeckand six were incomplete]. Notes
from 95 residents were fully examined.

During the main project year [June ‘07 to May ‘A88 residents died [five notes were
incomplete]. A total of 228 residents’ notes wdrerefore examined.

Residents were notably frail. Ages ranged from §6yd03yrs. The predominant age
range was 85-99yrs with over a third of resideatBniy into this category. Fifty-one

percent of residents had multiple co-morbidities tbfee or more diagnoses, with
dementia being the primary diagnosis in 66% resglerConsiderably more residents
died within two years of admission during the pcbjgear (see Table 3). This could be
due to the increasingly frail population of oldexople now being admitted to nursing
care homes.
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The time residents spent in NHs before
death

30 @ Deaths: June '06
20 to May '07

10 ® Deaths: June '07
to May '08

Number of residents
=
[6;]

Length of stay

Table 3: Time residents spent in NH

Four ‘types’ of death were evident in the reviewmuites (see Table 4). Before the
intervention, the type of scenario that was mdstlyi to cause admission to hospital
within the last 8-weeks of life was an acute ev@ng. extension of a stroke; silent
pneumonia). A sudden death was likely to precipit®99’ calls including cardiac
resuscitation. Such a scenario was often follomedw a ‘police’ inquiry to the NCH
because the resident had not been seen by thawrdacthe last 10 days. A ‘sudden’
death in a frail elderly resident in the homes waisseen as part of natural dying prior to
the project.

However, the majority of residents both the yeaompto the project and during the
project died from a ‘dwindling’ death. Deterioratidvappened slowly over a matter of
months/years. The least common type of death wafhan easily diagnosed ‘terminal’
condition such as cancer or Parkinson’s disease.

Table 4: Type of death

Types of Death - all 7NHs

-
o

=2}
o
.

o
L

o
.

@June '06 - May '07
B June 7 - May '08

o
L L

residents dying
=N 8 B G

Percentage of all

o
.

aE B

Dwindling  Acute ~ Sudden  Terminal

o
.

Different types

51.1.2 Supportive / palliative care register:
The supportive/palliative care registers and theCPBcoding played an important role in

being able to discuss on a regular basis the iddalineeds of all residents in the NCH
and, in particular, address the needs of thosdeets who were seen to be deteriorating
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and possibly only had weeks to live . Four outhef seven NCHs had the register set up
and reviewed on a monthly basis within 3-monthstafting the projeét

By the end of the project, all NCHs had a registeing updated monthly. GPs/nurses
with the exception of a GP to one NCH, valued ggtan overall monthly review and
being able to receive support regarding difficalnily dynamics and communication. In
the NCH where the GP was not so keen, the NHM ée€cid specify a regular time each
month when she would sit down on each of the wartls the register; this was then
reported to the GP as appropriate. During the ptaleere were two episodes where staff
in the NCH could not find the register prior to amthly meeting and the register had to
be re-started.

Considerable effort was required to help staff usi@ded how the register could help
them anticipate care needs using the care needs maher than the register just being a
monthly coding/check list. In some of the lessusttiNCHSs, having a resident ‘C’ on the
register (only ‘weeks’ to live) did not always gaatee that communication with families
had been established especially if the GP had mtted such a conversation. There
was therefore still a danger that the residentctbel inappropriately admitted to hospital
in the last 8 weeks

a) ‘Do not resuscitate’ orders [DNAR]

Prior to the study only 7% of residents notes hahatruction about 'do not resuscitate’.
One NCH in particular had developed a culture ajmihg for a 999 ambulance for any
emergency in order to ‘cover their backs’. Theres Wtle judgement in relation to the
individual appropriateness of such a call. On oweasion an 87yrs lady with very
advanced dementia collapsed and died on her wayetakfast. Because an ambulance
had been called resuscitation was attempteded Gamihutes before the resident was
pronounced dead.

By the end of the project, however, there was ngrelater confidence in acknowledging
the appropriateness of a palliative care approachekidents’ with advanced progressive
incurable diseases. Staff were much more comfiertalith the dignity of allowing
natural death of an old frail resident with advahdisease. A DNAR form or written
evidence was present in over 60% of residents’ snotdfive of the seven NCHs (see
Appendix 11).

b) Anticipatory Care Planning [ACP]:

Although DNAR forms were used very successfullytie NCHs, anticipatory care
planning was more complex to introduce. This wighlighted in thelower percentage
of notes having written evidence (either in theegalan or using an ACP form) compared
to DNAR forms by the end of the project (see Apperid). Three quarters of the notes

! Two of the other NCHs had requested commencingtbject by implementing the adapted Liverpool
Care Pathway. The final NCH was slightly delayedause of a change in management (albeit within the
family) just when the project was commencing.

20



from NHG had evidence of ACP but they had alreadgrbinvolved in a previous
palliative care project, and were already more ickemit in discussing end-of-life care.

An anticipatory care planning form (Appendix 12jathhad been adapted from the
GSFCH documentation was available. Some nursexlfthe form useful to commence
initial discussions. However, not every NCH useddran. Many nurses who had trained
overseas did not feel competent talking about aicipatory care planning with residents
and/or relatives.

When anticipatory care planning was not being gadtthere was a greater likelihood
that deterioration towards dying was then not rec®y. This prevented appropriate
communication both with the families and the priynaare team. In NHB ‘striving to
keep alive’ and a culture of phoning 999 was endeatithe commencement of the
project. Staff in this home had achieved a comallle amount; however, despite the
project, there were incidences where deterioratavards dying was still not recognised
or acknowledged (see Box 2).

Box 2: An outline of a 88yr-old resident who had ben in NHB for 3 yrs — he was suffering from
Parkinson’s Disease, COPD, Hypertension, Depressi@md Dementia.

10" March — Long lie again as per James’s request. 2" April — Looks frail. S/B GP re

Needs air mattress as skin marking. deterioration and distress. GP will speak to
11" March — Unchanged — he was a bit sickly this | family

morning but no vomiting noted. 3 April — Remains frail

12" March — Appetite good at breakfast. Appears | 4™ April — Fever — 37.3 — Paracetamol giver|—
bright. remains chesty and frail. Spoke with GP — |pe
13" March — Remains frail. Had a fall from his chair had spoken with the family and they have
11.30hrs. decided to give another course of antibiotics
14" March all care given — ate well at breakfast 5™ April — on antibiotics — up in dining room
15" March — Remains frail — noted to be chesty — forfor breakfast — moderate amount — still chesty
doctors review on Wednesday. 6™ April — Ate all breakfast

16" March — In the dining room for breakfast 7™ April — Remains very frail

17" March — looked tired. Ate breakfast independent8” April — good appetite

but swallowing worse. 9™ April — Chesty

18" March — continue to encourage to eat and drink 10" April — Choking episode

19" March — seen by GP — observe regarding chest 11" April — Remains very tired and frail
problem 12" April — Very bright — ate all breakfast
20" March — restless — took off pyjama top with assistance

21% Remains frail — on bed rest when requested. 13" April — Remains frail — had a long lie on
Dietary and fluid intake minimal. Still chesty at | bed

problematic 14" April — needs airflow mattress

22" March — brighter to-day. Family been to visit | 15" April — Fluids given with difficulty

23% March — Still needs more encouragement to edt 16" April — Ate breakfast in dining room —

and drink. More settled to-day still frail
24" March — no new problems 17" April — Good appetite taken at breakfasf—
25" March — still appears frail still very frail looking — keep observing

26" March — choking episode at breakfast while eatiig" April — Remains frail — dietary & fluids
porridge. S/B GP — Adcal discontinue — refer to $AL intake as charted — all care continues as
27" March — chesty with secretions. Remains unwellplanned

28" March — Brighter this morning 19" April — 17.10hrs Looking tired, remains
29" March — more settled frail. Obs taken: B/P 90/70; Pulse 88: Resp
30" March — All care given 22; Temp 38 — paracetamol given.

31* march — Unable to bath due to not looking so | 18.10hrs Found unresponsive & breathing
well. absent — no pulse or heartbeat.

1% April — Remains brighter — up in comfy chair for a

while
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Box 2 highlights the euphemisms used instead aig®ising dying — euphemisms such
as ‘frail’, ‘looks tired’, ‘not looking so well’. his gentleman had his blood pressure
taken one hour before his death and yet there ®mnmonent on how he appears. There is
no mention that this gentleman might be in his fast weeks of life despite the subtle
changes occurring in being unable to feed himselfuesting to stay in bed, being
chesty, choking on fluids. GPs and nurses alike¢hia project found it difficult to
acknowledge ‘pneumonia as the old man’s friend’newden a resident was very frail
and old and suffering multiple co-morbidities. Trepetition of antibiotics in the last
weeks of life of a very frail older person colludegh the denial that the person is not
dying. Prior to the study the majority of notes whd at least 2 different courses of
antibiotics in the last month of life. This wasglstn issue during the project although not
quite so prevalent.

Embedding the GSFCH framework in order to devel@aliative care approach in such
a weak context requires considerable persisteratentay not be possible in short term
projects. Collaboration and support therefore friocal specialist palliative care who
can then reinforce what has been demonstrated el tb sustain changes is very
important.

¢) Inappropriate admissions and deaths in hospital in last 8-weeks of life:

As a result of the use of the supportive / pall@ticare register encouraging the
completion of DNAR forms, coding of residents and mcreased discussion re
anticipatory care planning meant that ‘inapprogri@dmissions’ to hospital were
reduced.

An inappropriate admission to hospital was categariif the resident was over 88yrs,
had dementia and been gradually deteriorating avermber of weeks and died within 2
or 3 days of admission from a pneumonia. The ptajeduced these from 141 (82%)
inappropriate bed-days ‘pre’ GSFCH to 84 (44%) prapriate bed-days ‘post’ GSFCH

(a reduction of just under 40%). Prior to the pobj15% of all deaths across the NCHs
occurred inappropriately in hospital. During theayef the project this was reduced by
almost half to 8% (see Table 5).

These results do not include two ‘equivocal’ incides. One was a 66-year old
gentleman with dementia who had only been in thrsing care home for 2 months who
was admitted to hospital for PEG-tube feeding. kbel 82 days later in hospital without
insertion of the tube. From reviewing the agehef tesidents who died in hospital, it was
more likely that a resident was admitted inappiety to hospital ‘post-intervention’ if
he was aged 74yrs or under.

The second case is highlighted in the qualitata@dvhere the resident wanted to die in
the care home but his wife wanted him admitted ¢spital. Even adding these

equivocal cases into the inappropriate hospital degs ‘post GSFCH there is still a

reduction of 21% in bed days.
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Table 5: Hospital admissions and deaths Pre/Post GEH implementation

Pre- GSFCH During GSFCH
[June 2006 - May 2007] [June 2007- May 2008]
n=95 n=133
Number of hospital
admission in LAST eight 29 31% 32 24%
weeks of life admissions admissions
Inappropriate* days spent in 141/171 82% 84/190 44 %
hospital in Inappropriate inappropriate
last two months of life bed days bed days
Hospital Deaths 14/95 15% 11/133 8%
Residents (over 88yrs) with advanced dementia whd bee
*Inappropriate: gradually deteriorate over a number of weeks raamifull 24hr
nursing care being admitted to hospital with sutgm
pneumonia/dehydration and/or dying in hospital imitB days of
admission.

5.1.1.3 Liverpool Care Pathway [LCP] documentation

NHG was the only care home that had had previopsréence using the adapted LCP
documentation. The NCHs (NHA, NHB & NHG) that ireptented the documentation
early on in the project (see Appendix 11) were icnft users by the end of the project.
There was considerable support from staff for tbeuthentation. Care staff felt using
the adapted LCP documentation gave them a charmét thown on paper the care that
they were giving. For the nurses, the documentatvas more succinct and it gave
them a guide to the particular aspects of carevilead important. The intensive training
of the adapted LCP documentation around the lagt dalife meant staff were more

confident when chatting with families about whatswaappening at any point in the
dying trajectory. Care staff felt more involved dpdrt of the team’ as a result of using
the documentation. Because the documentation egtsitk the resident’s room (unless
being used for a handover meeting), there was tltedenying that the person was

dying.

Two NCHs never got the opportunity to use the domutiation with a dying resident as
the training was too late in the project for thenget supported in its use. Because of
this, it is likely that the teaching will now neaalbe repeated.

5.1.2 Staff Audit Questionnaire:

The 50-question staff audit (see Appendix 7) wadysed using returns from staff who
had returned both the pre and post audit. Sixtiteigtaff returned both audit
guestionnaires across the seven NCHs; five fornre weomplete so not included. In
two NCHs (NHC and NHE) - both of whom were lessustbhomes as far as the
implementation of the whole framework was concerrednly one staff member
returned both pre and post audit. It is importantecognise that those staff who had
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returned the questionnaire were likely to be the gimecifically interested in the subject
or who felt that they had benefitted from the pcoje

In five out of seven NCHs represented by the retdraudit questionnaires, there was
evidence from that staff's attitude towards a péllie care approach was changing.
How sustainable this influence will be in the fuigus discussed later in the report.

The breakdown percentage of each statement ofuti¢ ia presented (see Appendix
7). A total of 88% of staff returning questionnairgtated that the project had helped
them realise the importance of ‘quality of liferfeesidents rather than striving to keep
alive (Q.2). Giving unrealistic hope to residentsl/@ar families (Q.7) was now much
more likely to be challenged. A third of peopleureing the questionnaires had only
received teaching on end of life care (Q.3) siradeng part in the project. Staff felt
much more confident in addressing the psycho-sé&cehotional needs (Q.9).

Staff felt more confident not only talking to relats about dying but also to residents
(Q.20). Whereas before, staff had wanted to ‘chg®rresidents, now they were

prepared to listen and continue a conversatioeath had been mentioned.. However,
in the less robust homes partly as a result of gingnstaff, there was still a lot of fear

in talking about death and dying in case they gatrong. The adapted Liverpool Care
Pathway documentation had broken the collusion ablpimg since it was kept in the

resident’'s room for all to read but the two lesbust NCHs had not used this

documentation yet. Staff were much more configdrdut what they had learnt about
viz a viz recognising the different stages of tlyeng process (Q.22) — a quarter had
never done this before. Over half of those retgrime audit said that the study had
helped them prepare new staff for caring for dyiegidents and families (Q.39); with

staff from NHA saying that this had never been doefre.

There were still areas where the project had nehladble to influence the culture. This
was mostly in relation to management issues (Q383;37). When it came to being

able to get more staff to sit with a dying residenthave a specific member of staff
looking after a resident — the project had notlydahd any influence over this. Unless
the nursing home manager’s attitude (and the ngilsome provider) towards caring

for the dying had changed sufficiently, more syrhptt care towards staff in the care
of dying did not occur. There were also some equavscores that revealed that there
may still be issues to do with an openness aftesient’s death (Q 42; 45; 46 47) and
informing residents and also staff (not on dutghattime) about the death.

5.1.3 Key Champions Questionnaire

There were considerable cultural issues espedialihe area of communication and
symptom control where KCs struggled at the begimpmihthe project. For many these
areas of care were traditionally the domain ofdbetor not the nurse.

Six out of nine key champions returned a questivarat the end of the project (NHC
no longer had a KC and NHE did not return). Tho$® weturned their questionnaire
highlighted how they now had a deeper understandmdjor greater confidence in
practising palliative and end-of-life care as autesf being part of the project. All of
them stated that there had been a change in elifé chre in the NCH with a greater
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openness towards death and dyioging stated as the main change. Not only were
staff more comfortable talking to residents andtreés, but the practicalities of bodies
leaving a NCH had been challenged in some of thel$y@hstead of using body bags,
undertakers were now being asked to use a coffintake bodies out of the front door
instead of a back door.

Key champions from three NCHSs reported that thgeptchad highlighted difficulties
communicating with GPs. However, one key champiad felt that the project had
directly helped in this communication. There werenamber of other difficulties
experienced by KCs: staff were seen to be ‘sehdir tways’ and reluctant to change;
difficulties getting to the KC workshops in Londdagk of NCH support; and, lack of
computer access.

Key champions rated all three systems (Supportpadliative care register; the adapted
Liverpool Care Pathway documentation; and, The Hatians in Palliative Care
course) as being useful. The London workshops sega as the least useful — the long
journey to London may have contributed towards itéssilt.

Issues that still remained challenging for KCs wegping with an unexpected death;
speaking about end-of-life decision making; commating with relatives who still
wanted cardiac resuscitation or did not believe their loved one was dying; getting
‘prn’ medication prescribed even when a residerd arathe LCP.

5.2 QUALITATIVE RESULTS:

521 Interviews with Relatives and Nursing Home M anagers

Thirty six relatives were interviewed from six NCHX pre-intervention and 14 post-
intervention. No relatives were recruited from twbthe nursing care homes post-

intervention. One of these homes did not recmit glatives to the pre intervention
interviews (see Table 6).

NH Response Response
Rate Rate
Pre GSFCH | Post GSFCH
A 87.5% 40%
B 33% 33%
C 67% -
D 57% 67%
E - -
F 16% 25%
G 67% 86%

Table 6: Response rate by relatives to being interv  iewed

Interviews lasted between 30 minutes and 80 minRetatives were relaxed about
sharing their experiences even though they wergnas quite emotional. Several
relatives wanted to show a picture of their reltiVhere was a range of bereavement
times (2 months — 13months) and also the relatipnghthe person who had died;
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however, the majority were daughters. Most peoplespd nursing home staff and
were very grateful for the care they had received.

A matrix was designed as Corner et al (2003) sugtgesneasure changes in the
balance of outcomes of the 7C’s as a result o&88CH intervention. Results froafl
the NCHs highlighting each aspect of the 7C’s & in Appendix 13.

Analyseswithin cases (i.e. NCHSs) is illustrated in Appendix I#tHe pre intervention
interviews with relatives, all NCHs had some pesitbutcomes in all categories of care
denoted by the 7C’s of the GSFCH. However, theylée to be cancelled out by
negative outcomes. Following the intervention, ti@mber of positive outcomes
increased and the number of negative outcomes eddwmontributing to an overall
increase in the balance of positive outcomes (ggeeAdix 14). This suggests that
overall the project has had a positive impact imgof the 7Cs.

When the data is analysedrossall NCHs, there is significant improvements in the
following areas: care of the dying, control of syormps, continuity of care, carer

support (families) & continued learningfhis confirms results of some of the

guantitative data previously addressed.

Changes in the 7Cs across cases (NCHs) are nowtedpander the heading of the
7Cs.

i) Coordination

Although there was not an obvious change in coatdn post intervention in terms of
leadership, looking at this aspect was useful @nilying which homes had a stronger
context at the beginning of the project. Those ombere relatives identified strong
and consistent leadership were much more succeassfuplementing the changes, for
example NH D:

“I think the manager Sarah was very nice, | thinlogof it's to do with the
management and that, it just seems to have... tifeafitaeem to get on well, there was
no, I never seen any bad feeling towards one anothe[Pre Rel.D1]

NH F had the strongest performance before and thigeintervention:

“Looking back on it, | think if everybody’s end ¢dibe like that you'd have nothing to
fear” [Pre Rel.F1]

“The end was so dignified, it was so well doneguldn’t fault them.”[Post Rel.F1]
It seems that good leadership set the tone for this

“I must mention Mrs Smith, [the owner] ...she setsdhidelines, she set the rules and its run to
that...cleanliness and everything ...I remember onceawee out and my husband said to me ‘do
you realise how lucky you are to have your motherd?’ and | said ‘every day[Pre Rel.F1]
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There are a few examples from managers’ intervighere coordination has improved
though better working relationships with GPs, gaitirly brought about by the use of
the ABCD register:

“[The ABCD register] has actually worked out quitell here...we have the GP involved, Jo is
usually here, myself, a staff nurse and a membstadf...the GP coming in has been great...she
has actually got more of a rapport with the stafiwvi’ [NHE Manager]

i)  Continuity of Care

Many of the pre-intervention’interviews highlighted a lack of continuity of ear
particularly in terms of advance care planning swagpropriate admissions to hospital:

“When we got to the home the doctor said the amtmdawill be on its way but | can cancel it
if you like. Do you want your mum to stay hered@®you want her to go to hospital? | said
well it's difficult to know, is mum suffering? Hesis suffering then we better have her in
hospital and see what they can do for her...| saiinois she in pain? He says well | really

can't tell if she is. This is what I'm trying tonl out.” [Pre Rel.A3]

This lady did go to hospital but was transferredniediately back to the NCH where
she died a day later. This scenario highlights whamalliative care education could
promote confidence in diagnosing dying, symptom agament and taking

responsibility for these decisions. Alongside trse wf the LCP, continuity of care

could be promoted among all staff particularly otihours and at night, and thus avoid
unnecessary transfers such as described here.

A similar scenario below seems to suggest an abseh advanced preparation or
planning or any understanding from the relative tlo¢ resident’'s likely disease

progression. It is interesting that again it is @R having this discussion at a moment
of crisis.

“It was the GP who actually phoned me and he askedwhat do you want to do? And |
thought well, I didn’t understand the question ®Hwonest, because it was such a surprise. |
thought well, he said ‘do you want her to get maldattention?’, | said ‘well yes, obviously’.
So it’s a bit strange the way he put it acrossom’tdknow if | just wasn't ready for that sort of

guestion. Obviously | was looking for her to get best attention she could gefPre Rel.A4].

However, post-interventionthere was signs that things could be different.

“.... NHS24 don't know the people & sometimes thatead up where they say, ‘have you got
a DNAR order’ or ‘have you got any idea of what wishes are?’, and we didn't at that point.
Where now, yes, we are able to say, we have igsaihd this and we have had these
discussions and you know, we are able to expreastivd family and the person would want.

Its much more confident[’NHA Manager]

There were more examples of staff proactively spepkvith relatives and guiding
them appropriately in their decision-making:

“And Nurse Jane talked about the difficulty of nmgvto a hospital and the
unfamiliarity of that and the kind of anonymity ahe fact that the staff in the hospital
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wouldn’t know her and her ways and what she liked @didn't like... so it made
absolute sense to me that she should be in NHGalf possible.” [Post Rel G6]

iiiy  Control of Symptoms

In terms of the control of symptoms [such as paimausea - common symptoms
within a hospice setting] these were rarely memtbhy relatives. There were however
some negative examples pre intervention in relabqoain:

“And then my daughter was in at night time. Thenpaas that much that she was
pulling her hair out. My daughter had to go awaydasay ‘can you not give my gran
another injection, because she is in absolute adramg’. | had to ask them to call in

the emergency doctor...he took one look at her |lelgh@doubled the dose right

away...he says ‘its quite obvious that she needqdirée Rel B2]

Also there were examples of where a review of naaino was not considered when
swallowing became difficult:

“Oh she was sore, in her back at the base of harespshe was on painkillers yes but |

found they were quite big and she had trouble swallg them. She was on quite a few

tablets at that time with the antibiotics and palieks and | don’t think she could take
them all.” [Pre Rel Al]

Issues more likely to be identified by familiesqgorto the intervention were in terms of
comfort measures such as positioning in the bechauth care. There seems to have
been an improvement in all of these post intereentin that they were rarely
mentioned. There was recognition of expertise andwkedge in most of the care
homes, about managing dementia.

iv) Communication

Communication could be considered to be an integraheme that underpins all the
7C’s so, Iin a sense, it is somewhat artificialdok at it as an entity in itself. However
there were various dimensions of communication tiled and categorised in the
matrix such as discussions about death and dymogcpve discussions about current
condition, and dealing with particular problems.e@ll communication did improve as
a result of the GSFCH projedilonetheless, there were still difficulties with coliex
communication. Post intervention there was a sdoaivhere the resident wanted to
stay in the care home but the wife wanted her mbh@nsferred to the hospital to die.
Communication had been done separately with huskaddwife even though each
knew the others wishes. The consequence of thistadsthe resident died alone in
hospital and his wife has ongoing unresolved isselasing to this.

“So there’s a concern in my mind and it's a questizhich | have asked myself for a

while after that and no doubt I'll be thinking aliauagain tonight is, was he lonely in
that time.” [Post Rel G5]

This unfinished business underlines the importaotegood end of life decision-

making. Complex communication issues such as wh&h the multidisciplinary staff
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of a hospice can deal with adequately, are often dificult in a NCH setting without
more adequate teaching and role-modelling.

v)  Continued Learning

Pre intervention there were times that relativesidied that the staff did need to
improve their knowledge of care of the dying:

“I think they all need to go on a care of the dycmurse.” [Pre Rel C3]

Post intervention there was evidence of contineadiing and areas where the staff
were being challenged in their thinking and pratic

“It's come more to light with me where | can nowsantibiotic therapy if | feel that,
you know this resident, it is not really going &nkfit this resident through the dying
process. Whereas before | would always persevdheasmtibiotics, | always had an
element of, oh there could be hope, there coulddpe. And | was just really going
through false hope then. So realistically thera'sas in it where | have become more
aware of situations which only really prolong thgrdy process instead of giving the
resident their dignity that they deserve at the.endNHF Manager]

However, the challenge of learning in a NCH weeadl identified by one manager:

“You seem to be in a constant cycle of traininghatt any consolidation or
application...four of our carers this year who did ¥ @aining and participated in all
the palliative care training that was going...at #md of it, when they have got that, it
makes them a very attractive proposition to the MH& everybody else who can pay

up to £2 an hour more than we can.”[NHC Manager]

vi)  Carer Support

There were times pre intervention when families dat feel supported while their
relative was dying:

“I don’t think they really expected people to bertwhen a death took place. | think
there has to be a provision for when people do diat you are made at home really. |
don’t think we got a cup of tea the whole tim¢Pre Rel.C3]

On the whole however there were many good exampfetow relatives were
supported while their relative was dying and initlhereavement. Poor examples such
as that above greatly diminished post intervention:

“They were all great. All the nursing staff camearnm gave us a cuddle and said they were

sorry...they had her all nicely changed and cleanedAlowers in her room. So they were
lovely.” [Post Rel.D4]

An important aspect of GSFCH is the recognitiort gtaff will have support needs
when a resident dies and that they need an oppiyrtorsay goodbye. There were
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examples of this pre intervention and they incrdgsest intervention. NHG, who had
taken part in a previous palliative care projearavparticularly good at this aspect of
end of life care even before the project:

“The undertaker wheeled my dad out in the coffid Awalked behind with Sister Sandra...all
the doors were open and the residents that coute gi#ting at their doors...the night staff
were coming on and the day staff... every singletltatehad looked after him was actually

there. And that was absolutely lovélyPre Rel.G2].

vii) Care of the Dying

In some of the nursing care homes like NHD, godtgbiae care already underpinned
the philosophy of the home as illustrated by pesitbalances for all the 7C’s of the
GSFCH (see Appendix 13a & 13b). However, when energ post intervention data
there was atrongerperformance overall, particularly in the careloé tlying category.
An intervention such as the GSFCH has the potetttiglve the staff in nursing homes
the confidence and the knowledge to be able to foardying people without doubting
themselves. Many relatives are not articulate,uoe ®f what they want for their loved
one as the relative quoted below:

“And | think the other thing is...hold your nerve wmreomebody is dying. You could
panic, you could panic and say | want a doctor... e Mikth nurse Susie [who said] ‘do
you think we should phone the doctorfPre Rel.D3]

If staff do not feel confident communicating abaijing it is easy to see how
inappropriate transfers of dying people to hosmtdur. A growth irconfidencein the
staff in end-of-life care and communicating aboyind was perceptible, despite in this
case in NHD, not using the LCP.

“I just felt part of it. They kept me so well infoed” [Post Rel.D2]

There were also more positive and more emphaticriggi®ns of good physical care
after the intervention:

“But as to when she was dying and when she died¢dine was definitely excellent.
They made her comfortable...her bed was changed swvgle day. She was changed,
she was washed, you know given a bed bath andteweryvas done for her.”
[Post Rel.D3]

The openness of death and dying was something iticylar that needed to be
challenged for the intervention to be successfislome homes:

“Nurse Beatrice had again given me the option ofihg her taken up to the hospital.
Because | think nurse Beatrice is a person thatsgn'’s life should be prolonged
regardless... and she had said that as long as skeowaluty she’d be making my mum
eat and not have her doped up and passed away hwthought was, you know...not
the way, if I had chosen for my mum to be left pdly she should really have been

left peacefully.” [Pre Rel.B2]
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The study shows that staff did become more awatlkese cultural issues and that they
are starting to be addressed.

“We have a large number of [nurses who haven'triea in the UK] & one of the
biggest challenges for them was the idea that yaldcactually have a planned death.
Because in their culture you do everything you toasustain life...so that was a bit of a

challenge there for them to understand that thesis time to die...that we weren’t
assisting death but planning for the inevitabl¢gNHB Manager]

Pre intervention it was often relatives who recsgdi dying and realised that their
loved one had reached the natural end of their life

“And he stopped wanting to take the antibioticaj kaow, and although, they were
still trying to give them to him. And | said to theat that time that | did not want my
father to go into hospital, | did not want him tave (CPR), you know, | really didn't. If
he was going to die | wanted him to die peacefuitir dignity and quietly without
being rumbasted off to hospital and being fouglero¥ou know | just couldn’t bear all

that, and they honoured ugPre Rel.C1]

A lack of recognition of dying was an issue preemention in NH C, something which
throughout all the homes did improve after the rwdation. The acting NHM
recognised how the ABCD register could help witis giroblem.

“Because, when you are very, very busy, and sorastihese changes, the gradual
deterioration, may pass you by. But when you altireve to sit and focus on, you know,
updating the register...you think, oh yes, somethasghappened there, it's time to move onto
the next stage. And that’s a prompt to say...whaxi see the relatives | must make sure we

are ready for that and talk it through with theniNHC Manage}

6 DISCUSSION

In recent years there has been a welcome breakfinrahereby nursing care homes
have been included in the strategic developmepiabiative and end of life care. The
Department of Health’'s End of Life Care StrategyKD2008; Scottish Government
2008) highlights the importance of collaboration ppfmary care with nursing care
homes. It is hoped that as a result of this MidawthGSFCH project, nursing care
homes’ profile in relation to the expertise thatncée gained through the
implementation of these end-of-life care tools Ww#l raised in Scotland.

The results section highlights the changes thatiroed through implementing two
systems advocated by the GSFCH framework: shpportive and palliative dare
registe; and, theadapted Liverpool Care Pathwdpr the last days of life in care
homes, namely:

= Increase in explicit end of life decision-making

0 Use of anticipatory care planning rose from 4% ptothe project to
55%
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0 Use of DNAR forms rose from 8% of all notes reviewsior to the
project to 71% during the project year

= Fewer inappropriate admissions to hospital:

o A reduction of inappropriate ‘bed-days’ in hospibgl 38%

0 A reduction of deaths in hospital from 15% residepteceding the
project compared to 8% residents dying in hospitalng the year of
the intervention.

o An improvement in the quality of end of life carelidered from the
perspective of bereaved relatives

However, the authors strongly believe that somthe$e results would not have been
attained without the relatively ‘high’ facilitatiofKitson et al 1998) used; namely, the
experience of the specialist nurse facilitating tfeenework and the time spent with
individual nursing care homes. The facilitator et on average 4-days a week across
the seven NCHs. Because of this there was an typiyr to role model complex
communication situations, work alongside staff, gup the key champions with
cascading education and training through the ‘Fatiods in Palliative Care’
facilitative learning packvithin each of the care homes. These were major aeslnft
the facilitation. The implementation of systemsnalois not likely to bring about
change. It is the support and valuing of staff Hredappointed key champions that play
an equal part.

Despite these seemingly encouraging results, issuds with the poor retention and
recruitment of staff will clearly undermine furthdevelopment of palliative care in at
least three of the less robust care homes taking pahat made nursing care homes
less robust? Change in leadership and/or care pooveder was a major cause for staff
to leave a home and seek other employment. If didffeave, they often left to work in
other nursing care homes within Midlothian — sore# to go back into the acute
hospital setting because of better pay, pensiortsackipay’ provision. However, the
majority of staff did not work in care homes beao$the money they received. They
longed to feel more appreciated for the work whietluded having more ‘hands on
deck’. Care staff in one home had their pay in@das small amount to £5.99p/hr and
not £6; staff commented how getting the extra ‘pud have made all the difference to
morale but it had been refused.

There is considerable pressure from regulatorsifiose managers to keep up with the
statutory training on moving and handling, nutntidiealth and hygiene etc. This meant
that prior to the project palliative and end otlifare training in the home was rarely
arranged. It was significant that over 30% of statfifoss the project had never received
palliative and end-of-life care training in the herefore. The recent ‘Making Good
Care Better’ document (SPPC 2006) containing pracstatements for generalist
palliative care in adult care homes being usechbyGare Commission to assess quality
of palliative care in care homes, meant that nuns@agers were keen and made an
effort to carve out time for staff to attend traigiin palliative care during the project.
However, when palliative care is not so high on tegulators agenda, or if nurse
managers in the project homes change, unless mtpall care approach has been
established there is a danger that interest withevan line with the societal taboo
towards death and dying.
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Working more collaboratively with GPs was somethiihgt the project achieved. This
was aided by the fact that DES (direct enhancedcgepayments) for GPs for work in
the nursing care homes was introduced in Lothiarinduthe project. There is
considerable debate in the literature on medicalices to care homes providing
nursing care (Jacobs 2003). Historically nursiagechomes have not had sufficient
medical input considering the frailty and extensogemorbidities of residents. Now
that the majority of residents in nursing care heraie likely to die within two years of
admission (Katz & Peace 2003), an increased clisigpport from GPs is important if
inappropriate admission to hospital is to be awbidecould be argued that the monies
saved as demonstrated through this project on mappte admission to hospital
should be ring-fenced to provide more adequate cakdupport in nursing care homes.

The analysis of the relatives’ interviews highligthtimprovement in five out of seven
categories of the 7C’'s of the GSFCH framework: cafethe dying, control of
symptoms, continuity of care, carer support (fagsiliand continued learning. The
category that saw the most improvement (care ofl{fireg) may be related to the actual
adapted LCP documentation that was introduced aldadhe intensive training.

The matrix (adapted from Corner et al, 2003) thas wsed to capture the 7C categories
from within the transcription of the relatives’ emviews, and thus analyse data as part
of the evaluation of the implementation, was novel.Such a tool could be further
adapted to help in the evaluation of some of theeroend of life care tools being
recommended by the End of Life Strategy (DoH 2008&jerviews with relatives show
that families are a very rich source of informattbat can help inform gaps in end-of-
life care, gauge how staff are doing and also acsoof great encouragement when
things are done well.

It was evident from the relatives’ interviews thiatvas often the GP who was taking
the lead in initiating discussions when a resideas dying if anticipatory care planning
had not already been discussed. Staff in somengucsire homes did not feel confident
talking openly about death and dying even at tmeo8thly resident’s review meeting
with the family. Having a resident ‘C’ on the regisdid not always guarantee that
communication with families had been establish&tiere was therefore still a danger
that the resident could be inappropriately admittetiospital in the last 8 weeks. It is
the multidisciplinary working relationship thatastually key to good anticipatory care
planning. Nurses within the nursing care homes reddel more confident about the
concept of a palliative care approach.

Despite the high facilitation, the authors beliethat eighteen months is not long
enough to bring about a sustainable change in gexbthat is ‘weak’. Nursing home
managers and key champions are therefore keenléeab’NCH palliative care forum’
to be established in order to sustain the work.e Tdgrum’s role would be to help
organise continued training for both new and oldffsalongside local specialist
palliative care. A step down project to help essdibthe Nursing Care Homes Palliative
Care Forum is proposed:
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6.1 Sustainability of the Midlothian GSFCH project:

Eighteen months for this project and the recommeérm@d8FCH accredited two-year
programme, is too short a time to bring about smsthchanges in any but the most
robust and enthusiastic nursing care homes. Sasiéity is not without cost. Because
of staffing retention and leadership issues, paldity in three of the nursing care
homes, more help is required through a ‘step-daumstainability initiative.

The ‘step-down sustainability’ project would be fbdays/week for 2 years and has the
potential to consolidate and embed the changeshtha been made and help those
nursing care homes go forward for GSFCH accreditatiThe formation of a local
‘NCH palliative care forumivould help support NCH managers and key champgions
embedding the palliative care training and skillattthey have acquired during the
Midlothian GSFCH project. The NCH palliative cdogum would work very closely
with a nurse specialist from Marie Curie Hospiceinbdrgh over a 2-year period.
During this period the following would be estabésh

The step-down project holder needs to empower tisinmg home managers to
introduce:
= Palliative Care Induction Daftwice a year) — all new staff to a nursing care
home in Midlothian will undertake this day withix snonths of starting. The
content of the days would include explanation ef ABCD register, DNAR
forms, teaching on communication, assessment vathsregard to pain and
depression, LCP documentation
= On-going palliative care training (for those staffo have been in the nursing
care home for more than one year) usifkgundations in Palliative Care for
Care Homes’
* Role-model ‘communicating about death and dyinghia less robust nursing
care homes or in complex communication situatiana way of transferring skill
when speaking with families and/or residents aloeath and dying

7 Conclusions & Recommendations

The ‘high’ facilitation model used to implement tk&SFCH framework in all seven
nursing care homes in Midlothian has obtained &mamnt results. There was an
increase in DNAR status from 8% to 71% across ellee NCHs. As a result of
increased anticipatory care planning there waslacteon from 15% to 8% of residents
dying in hospital, with a reduction also of inapprate hospital bed days by over 40%.

Some of the nursing care homes taking part inghogect could go forward for GSFCH
‘accreditation’. Accreditation requires conclusigeidence of the on-going use of the
GSFCH framework and the production of a portfoltowever, because there was
significant staff turnover in a number of nursirgyee homes this may prevent all seven
nursing homes achieving on-going accreditation eutha ‘step-down’ initiative to
embed the changes over a longer period of time.
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7.1. Key Recommendations:

7.1.1 Organisation:

The Gold Standards Framework for Care Homes cagnitmgdrove the quality
of end of life care to residents and families. Hegre sustaining the quality
needs to be done througictreditation status with GSFCH programme
Palliative care needs of residents dying in nursiaigg homes can be complex
and require greater availability of palliative catgport

Formal links between nursing care homes and pakiatare support need to
be established to empower staff in nursing caredsom

GP Direct Enhanced Service payments for nursing ¢temes have been
beneficial and should be continued. Monies saveam frinappropriate
admission to hospital could be ring-fenced to paystich a service.

A ‘palliative care forum’ of local nursing homes wd support those who
have taken part in the project to continue to enpmdtiative care within their
homes

Provision of monthly organised reflection timesldaling the death of a
resident would help support staff alongside inceddsarning

7.1.2 Systems:

The use of the supportive/palliative care regibtps staff with the ‘coding’
of residents deterioration and therefore anticighéecare needs of residents
and their families in the last months of life

Appropriate communication regarding DNAR status ustiobe addressed
when a resident is admitted to a nursing home

Advance care planning should be offered as parbofine care at or soon
after admission as a way of reducing inappropral®issions

‘Review’ meeting with families need to emphasisenti@patory care
planning’ and the appropriateness of allowing redtaleath in the very old
and frail at the end of life.

The use of assessment charts for the managemeadirof(Doloplus-2) and
depression (Geriatric Depression Scale) is advised

A review of more realistic dependency scales fail,frelderly residents and
the necessary attention to adequate staffing

The Liverpool Care Pathway for care homes shoulddssl to ensure that a
resident is regularly assessed during the dyinmpger

Provision of monthly organised reflection times &aff following the death
of a resident would help support young, inexpemehstaff in care homes.

7.1.3 Training:

Pre-training and competencies in palliative cane dare assistants prior to
employment in nursing care homes should be coresiderimprove palliative

care understanding and retention of staff

‘Foundations in Palliative Care for Care Homes patacilitation by senior

nursing staff will help cascade down knowledge nedhrough the GSFCH
project

Specialist palliative care nurses need to ‘role eiogood communication

about death and dying in struggling nursing carené® to assist complex
family situations

All new staff require palliative care training
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All nurses working in care homes providing nursicgre should hold a
certificate for ‘verification of death’ training

7.1.4 Further Research:

= Further research into sustainability of the implemagon of end-of-life care
tools

» Research looking at ‘nursing home providers’ un@eding of the level of
palliative care within their organisations.

October 2008

Further copies of this report can be downloadednfrine Primary Palliative Care
ResearclGroup website at the University of Edinburgh. Ranttier information contact:
Scott.Murray@ed.ac.usrr J.Hockley@stchristophers.org.uk
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APPENDIX 1

Projected 18-month timetable
[March 2007 — August 2008]

Preparation: July ‘07 October ‘07 | January ‘08 May ‘08 Final
evaluation:
Visits to NHs Central Central Central Central
& contacting workshop 1 workshop 2 workshop 3 workshop 4
GPs Introduction Consolidation Extension Embedding
3 key tasks: 3 key tasks: 3 key tasks: Overall
Contacting | Setting up: Introducing: Introducing: consolidation
NH managers| *= Supportive | = Assessment ®= Support of NHs who
and gaining Care tools & initiatives have managed
their support Register Advance for all NH to achieve
for the project. (C1) Care staff (C5) each gear leve
= Regular Planning = Family
Applying for proactive (C1,C3) support &
ethical planning = OOHs bereaveme | Further time
approval meetings handover nt for other NHs
(cn & initiatives to ‘catch up’
Appointment | =  Establishing preparation (C6)
of research the co- (C4) = |CP for last
associate to ordinators | = Reflective days of life
help with role within learning (C7)
qualitative each NH (C5)
evaluation (C2)
Collection of Collection of Collection of | Collection of | Collection of Summative
base-line dataj] process data process data | process data| process data| evaluation &

writing report
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The GSFCH Supportive / Palliative Care Register

Appendix 2

Register Prompts for Discussion at Case Managemehteeting
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Appendix 3

Care matrix for end-of-life care
(adapted from GSFCH, Thomas et al 2006)

Goal Activity
A =years * Adjustment to living | « Assessment of residents needs in relation to: advichties,
well in a new home, dependency, frailty
with regular review | « Address ‘losses’ of individual with family & stafiéam
of care. « Introduction & preparation for GSF by staff & relats
* Assessment of « Advance care plan + preferred place of care + DNAR
disease progression|  discussion with resident, family or advocate
to optimise care » Communication opportunities to discuss issuesag th
present themselves
« Holistic care nutrition, hydration, mobility, continence
assessments. Pain & symptom assessment. Spartdal
social needs assessment — ‘what is important tb you
B = months * Regular proactive |+ Monthly communication with MDT/staff (e.g. GP, CNS,
review of individual psychologist etc)
resident’'s needs & | « Review of Advance Care Plan e.g. DNAR, preferret@lof
care care/death
* Monthly assessment of pain/symptom control (POS;
Doloplus2) & assessment of family needs as fraifty
resident increases
» Assessment and/or Continuing Care Funding review
C = weeks * Preparing for final |« Continue regular pain & symptom control assessm@@xsS;
stage Doloplus?2) as appropriate (may need to be weekly)
e Focus on comfort |« Increased proactive review by GP, CNS etc
care * Send OOHSs form to NHS24 re ‘end-stage’ if not alsedone
* Regular contact and « Increased contact with family — discuss prognosisnsider
discussion with ‘unfinished business’ within family
family « Advance care plan rechecked + preference of placare
(not admitting to hospital) reassessed + inappab@uise of
antibiotics discussed
D = days * Preparation for deathe Diagnosing dying
in preferred place — |« Remember resident is likely to be aware that thieydging —
resisting transfer to be prepared to answer their questions — do nottHem off’
hospital « Use of ‘care pathway’ e.diiverpool Care Pathway for the
Dying with 4hrly assessment/recording
» Close contact with GP (check they have sent OOHms fo
NHS24)
« Consider spiritual care aspect of holistic care
» Contact with family increased — discuss prognosis
Aftercare » Verification of death procedure clarified

Staff protocol for after death care

Guidance for family for funeral arrangements + amass of
bereavement emotions: additional loss, guilt issues
Openness about death with other residents — teenl for
support

Staff support — debriefing

Audit of care provision — ‘After Death Analysis’
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Appendix 4

NURSING HOME PAIN ASSESSMENT CHART
[Hockley J (2004) Bridges Initiative, St Columba’sHospice, Edinburgh]

NAME OF RESIDENT: DATE:

DIAGNOSES/PROBLEM LIST:
1. Where is/are the pain/s ?
(mark 'body chart’ below)

2. How long has the pain been present? CURRENT MEDICATIONS:

3. What makes the pain worse?

4. How bad is the pain on the intensity scale ?

5. Does anything make the pain better?

10 g Worst pain possible

8 - Very severe pain

6 T Severe pain

4 T Moderate pain

2 -, Mild pain

1

0 - No Pain

PAIN INTENSITY: if ‘0’ out of ‘10’ = NO PAIN;
and ‘10’ out of ‘10’ = WORST PAIN you have
ever had in your whole life, what score out of
10’ would you give the pain you currently
have?

40



Appendix 4 - continued
DOLOPLUS 2 SCALE - BEHAVOURAL ASSESSMENT

DATF

SOMATIC REACTIONS:

1. Expression No complaints..... OO OO OO TO SO PPU RSP RPRRPPRTRPRRTRPPR I O I I O B I O B B0
of pain by Complaints expr'essed upon mqunry only 1111
word, gesture,  Occasional involuntary COMPIlAINTS..........ccocciivrmicrienss et essssesssssneees | & | 2 | 2| 2
tears, moaning  Continuous involuntary CoMplaiNts..........comicriiierice it sss s sssssssssssssssssnnes. | 3| 3 | 3| 3

2. Unusual No protective body posture.... . 0|0|0]|O
protective body The person occasionally av0|ds cerfaln posmon 1111
position adopted Protective postures continuously & effectively sought 2 12|22
at rest Protective postures continuously sought, without SUCCESS.......ccovccmrveicenrreciveirrccessecieenns 313(3]3

0|0|0]|O
3. Protection of No protective action 1111111
L2211 1O TP 2121212
sore area by Protective actions attemptesiithout interfering against investigation/nursing.................. 3131313
defensive Protective actions against any investigation or nursing.... SO
gesture Protective actions taken at rest, even when not approached

4. Facial Usual expression.... . 0|0|0]|O
expression: Expression showmg pam when approached 1111
grimace, drawn Expression showing pain even without being approached 2 12|22
or atonic Permanent and unusually blank look (voiceless, staring, Iookmg blank) 313[3]3

5. Sleep pattern  Normal sleep..... OO TP O PSPPSR I O I O B I O B B0

Difficult to go To sleep 1111

Frequent waking (resﬂessness) 2 12122

Insomnia affecting Waking tiMes.........cccoovceuoericeiriee s s sesssessssssennnnes | 3| 3 | 3| 3
PSYCHOMOTOR REACTIONS:

6. Washing Usual abilities unaffected.... - 0|0|0]|O
and/or Usual abilities slightly affecTed (careful bu’r Thorough) e 1111
dressing Usual abilities highly impaired, washing and/or dressing is IGbOI"IOUS & mcomplefe 2 12|22

Washing and/or dressing rendered impossible as the patient resists any a‘r‘remp‘r............ 313|3]3

7. Mobility Usual abilities & activities remain unaffected.... .]10]0]0|O0

Usual activities reduced (person avoids certain movemenTs & reduces walkmg dlsTance) 1 (11 (1
Usual activities & abilities reduced (Even with help the patient cuts down on movements) |2 |2 | 2 | 2
Any movement is impossible, the patient resists all persuasion..............ccoconmviriesicenns 313(3]3
PSYCHOSOCIAL REACTIONS:
8. Communication Unchanged..... 0|0|0]|O
Heightened (The person demands a’rTen‘hon in an unusual manner) 1 (1 (1|1
Lessened (the person cuts him/herself off)..... 2 12|22
Absence of refusal of any form of communlca‘non . 313313
9. Social life Participates normally in every activity (meals, en‘rerfammem‘ ‘rherapy workshop) o|o0|0]|o0
Participates in activities when asked to do so only 11111
Sometimes refuses to participate in any activity.......cincnss s | 2 | 2 | 2 | 2
Refuses to participate in anything.............ccisssssessssesssssesesseessn. | 3| 3 | 3 | 3

10. Problems of ~ Normal behaviour.... » 0|0|0]|O

behaviour Problems of repefmve reac’rlve behav:our 11111
Problems of permanent reactive behavnour 2 12|22
Permanent behaviour problems (without any exTernal s’rlmulus) 313313

A SCORE OF 5 or more INDICATES PAIN

Copyright: Lefebvre-Chapiro & the DOLOPLUS group, 2001 SCORE:
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Appendix 4 (continued)

ON-GOING PAIN ASSESSMENT CHART

Resident's Name:

DATE:

CURRENT MEDICATIONS for PAIN:

DAILY at 10.00hrs at medicine round

WEEKLY at 10.00hrs medicine round

REGULARITY OF ASSESSMENT:

10 ~ ] Worst pain ever
9

8 Very severe pain
7

6 Severe pain

5

4 Moderate pain
3

2 Mild pain

1

0 No pain

PAIN TTINTENSITY

Date

Time

Pain Intensity

Doloplus
Score

ACTION TAKEN

OUTCOME State
of
bowels

Signature
+
review
time/date
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Appendix 5

GERIATRIC DEPRESSION SCALE (GDS)

NAME: DATE:
1 | Are you basically satisfied with your life? No Yes
2 | Have you dropped many of your activities or iagts? Yes No
3 | Do you feel that your life is empty? Yes No
4 | Do you often feel bored? Yes No
5 | Are you in good spirits most of the time? No Yes
6 | Are you afraid that something bad is going tog®apto you? Yes No
7 | Do you feel happy most of the time? No Yes
8 | Do you often feel helpless? Yes No
9 | Do you prefer to stay at home, rather than goimgand doing

new things? Yes No
10 | Do you feel you have more problems with your ragnthan

most? Yes No
11| Do you think it is wonderful to be alive? NOo Yes
12 | Do you feel pretty worthless the way you are now Yes No
13 | Do you feel full of energy? No Yes
14 | Do you feel that your situation is hopeless? Yes No
15 | Do you think that most people are better offithau are? Yes No
> 5 problems (answers in BOLD) indicates probable &pression
TOTAL:

THE GERIATRIC DEPRESSION SCALE (GDS)

. The GDS short form (15 questions) has been defieed the 30 question version. It has

been designed for the assessment of depressivet@myiaplogy in elderly people and
excludes any questions relating to the physicalptgms of depression common in old
age.

. The GDS is a screening device an+

. d should not be used as a diagnostic tool. Itheansed to monitor the client’'s emotional

state in relation to treatment or change in phydiealth. The questionnaire can guide
further clinical interviews and when used this was been found very acceptable to
clients.

. The questions are read outind the patient is asked how they have felt overpiast

week using a Yes/No response format. No furthpfasation or interpretation should be
given to the questions.

. Each answer indicating depression (bold ‘yes’ @) ‘nounts one point. Scores greater

than 5 are indicative of probable depression.
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Appendix 6
Proforma of Retrospective Review of Notes
2 cohorts:

Pre-implementation: June 2006 — May 2007
Post-implementation: June 2007 — May 2008

NH | Initials of . DOB | DOA | DOD | Length Diagnoses Presence Doc. No. of o2 No.of | _ T ® Type
Code | resident | g of time of o % evidence hospital 2,28 | OOHs | oz 35| of

o % in NH dementia | < c | of ACP | admissions | <& S | contact | > g £ 3| death:

8 YN | 0§ inlast8wks | 258 | M8\ &2 g DS,

- of life s | ws - °| AT

2D = dwindling; S= sudden (totally unexpected ie heart attack mindi room); A = after ‘acute’ episode (ie extension of strokagcfured femur);
T = diagnosed terminal condition
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APPENDIX 7

STAFF QUESTIONNAIRE (post-GSFCH project)
[Adapted from Bridges Initiative, Hockley et al 240

NH code:

Personal code:

Instructions: Please be honest and put a tick in the squateytiu think best describeschof the
following 50 items in relation to how you belietg@present the end-of-life care of residents amailfes
in your nursing home

The effect of the Midlothian GSFCH project

The project The project | We've only
LAST PHASE OF LIFE has had no effect| has helped done this
on this us do this since the
better project
began

1. All staff are aware that ‘time’ for most resideim the 33% 62% 5%
home is very limited
2. An emphasis on ‘quality of life’ which concertra on 12% 83%** 5%
good symptom control rather than ‘striving to kedige’
underpins our care
3. We regularly have teaching on end-of-life cardniw the 14% 44% 32%**
care home
4. Residents/families wishes are sought in relatioend-of- 31% 54% 15%
life care planning (e.g. living wills/advance ditiwes; cardiac
resuscitation; transfer to hospital) on admissioata review
meeting
5. The naturalness of dying in old age is openly 32% 57% 11%
acknowledged in our unit
6. ‘Do Not Attempt Resuscitation’ forms are in ré&guise 37% 52% 11%
with our frail residents
7. Giving unrealistic hope to a resident or familguld be 25% 75%** -
challenged in our unit
8. Residents who may want to speak about ‘endi@fiisues 20% 76%** 4%
are encouraged to do so and we do not try to aheidubject
of death and dying.
9. Staff are skilled to address the psycho-sociah@tional 7% 85%** 8%
needs a resident may have in relation to end-efelire
10. Staff are skilled to help address the spiringsdds a 23% 71% 6%
resident may have in relation to end-of-life care
11. We regularly seek help & advice from other etpahen 39% 57% 4%
it is required i.e. specialist palliative care rag;sphysio.
12. We immediately dial 999 if a frail residentlepises Ambiguous guestion
13. Residents remain in the nursing home to dieavtiey 60% 40% -
are known by the staff
14. We feel able to manage situations where tlsesere 21% 74% 5%
disagreement between key parties involved e.d, §&fs,
families
15. Management aware of the significance and caresesg 38% 59% 3%
of losses for residents, families and staff workimghe home

** indicate the strength of change to aspects of ca
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The project The project | We've only
THE DYING PHASE has had no effect| has helped done this
on this us do this since the
better project began
16. The team are confident about recognizing when 41% 56% 3%
somebody is dying
17. Staff are actively involved in end-of-life dsicin-making 24% 68% 8%
of a resident & their family
18. Staff are confident communicating with familtbe 24% 68% 6%
ineffectiveness of continuing antibiotics/goinghtmspital in
the last days of life
19. Staff know when to stop inappropriate interiem e.g. 32% 57% 11%
blood pressures; TPR; blood sugars etc
20. Staff are supported to talk openly to residerits are 16% 73%** 11%
dying
21. We have a shared plan of care & document spgmtls 4% 67%** 29%**
to achieve when a resident is dying
22. The different stages of the dying process egealarly 15% 62% 25%**
observed and documented
23. We regularly assess & document three common 25% 60% 15%**
symptoms (agitation, rattly chest & pain) when sident is
dying.
24. We anticipate the above 3 symptoms a dyingleesimay 23% 63% 14%
have and have PRN medication written up & available
25. Our residents die without distress 38% 60% 2%
26. Staff collaborate with families to discuss howrch they 21% 73% 6%
would like to be involved
27. We explain to each family exactly what is happg 29% 69% 2%
when their loved one is dying e.g. breathing char&¢he
reason for using any medication
28. Staff regularly assess the support needs dfiésnof 32% 59% 9%
dying residents
29. We always have the right equipment to suppert t 56% 43% 1%
resident who is dying e.g. pressure relieving reaes;
different bed
30. We are able to strike a balance between giviadgamily 40% 60% -
privacy & letting them know you are there to suppbem
when a resident is dying
31. We feel confident when a resident is dyingatk bpenly 28% 69% 3%
about it & share information with family members
32. We ensure the family are comfortable and hawd ind 56% 43% 1%
drink when a resident is dying
33. We are able to put forward a case to manageatenit 46% 45% 9%
the staffing levels to meet the changing needs vehesident
is dying
34. All team members feel included when a resitedying 37% 60% 3%
35. We ensure good teamwork & good communication 37% 59% 4%
between all staff including domestic/kitchen statfivity
leaders etc. & helped to have a role if approprdten a
resident is dying
36. We organise staffing so that those who ‘relafigw’ the 52% 46% 2%
resident are with them in the last days of lifspecially
those residents who have dementia
37. We ensure there is always somebody sitting arnth 56% 43% 1%
imminently dying resident
38. There is fear in our unit about caring for sident who is Ambiguous guestion
dying
39. New staff are prepared for caring for dyingdests and 30% 58%** 12%**

their families as a specific aspect of care
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POST DEATH PHASE The project The project We've only
has had no effect| has helped | done this since
on this us do this the project

better began

40. We have good training in relation to what toadter a 46% 54% -

resident has died, e.g. last offices; preparingdoen for the

family/friends

41. Staff know how to behave ‘openly’ following tbeath of 51% 48% 1%

a resident when the body is being removed from\tHe

42. There is agreement about what happens whesident's 51% 48% 1%

body is removed from the NH

43. The family are given information about whatltoafter a 40% 51% 9%

death

44, Staff have an understanding about the griepiogess 46% 51% 3%

and the importance of families saying ‘goodbyeéa

resident has died.

45. We offer an opportunity to share with familtetails of 44% 53% 3%

what happened in the final hours if the family wabsent.

46. Other residents in the care home are inforhatla 41% 52% 7%

resident who they know is dying/has died

47. All staff are informed when a resident has diad no-one 50% 50% -

finds out by chance

48. We always offer assistance to the family toycaut 59% 40% 1%

practical arrangements i.e. clear the room aftesalent has

died

49. Staff have the opportunity to pay their respéatthe 53% 46% 1%

family/resident by going to the funeral and/or mayvtime to

say goodbye

50. There is a forum for open discussion/reflectfter a 35% 55%** 10%**

death to support staff and further develop the garen to

dying residents & their family

THANK YOU VERY MUCH INDEED FOR COMPLETING THIS QUES TIONNAIRE

Please now put it back in the envelope, seal it argiit it in the box provided

** indicate the strength of change to aspects of ca
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Appendix 8
Key Champions Post GSFCH Questionnaire

| would be most grateful if you could complete fo#owing questionnaire and have it
returned to me by 22July. Please be REALLY honést

1. What three things have YOhknefited fronbeing a key champion in this
Midlothian GSFCH project?
a)
b)
c)

2. What three things have beerost difficultfor YOU personally as a key champion
in this Midlothian GSFCH project?
a)
b)
c)

3. What gaps has this project highlighted in your hdme

4. Do you think end of life care in your care home blaanged as a result of being
involved the Midlothian GSFCH project?  No /sYe

If ‘no’, what has prevented any change?

If ‘yes’, in what way do you see changes?

5. Interms of usefulnesso implementing a greater palliative care applogcyour
nursing home, how would you rate ‘out of ten’ tbédwing parts of the project?
[(10’ being the most useful]

ABCD Register /10

LCP /10

Macmillan Foundations in Palliative Care Teachiagh /10
London Workshops /10

© O O0OOo

Please feel free to comment on the ‘least’ useful:
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6. What gaps stilfemain in the practice of end of life care in ybome...
0] In the last year of a resident’s life?
o] In the last months/weeks of a resident’s life?
0 Inthe last days of a resident’s life?

7. Why do you think these gaps persist?

8. What will help you to sustain the changes you haaee as a result of the
project?

Thank you very much indeed for completing this goesaire. Please return it to Julie
Watson in the SAE enclosed.
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Appendix 9
Relatives Interview Schedule
How long was your ................. in the nursing home?

How well did you get to know the staff in the nungihome? How well do you think they
got to know you?

Would you like to tell me the ‘story’ of your ............... last year and last weeks of
life?

*  What went well?

* What could have gone better?

Did you have the opportunity to discuss optionscére in the event of your
........... becoming seriously ill in the nursing home?
e What did this involve?

In the last weeks/days of your........ life, where daliyeel the ‘best place’ of care was
for......... ? Why did you think that?

How much contact did you have with the GP in tls yeear?
* What was this about? Did you ask to see them ottdig initiate the meeting?

Before your ..........c..cooiiinin. died, were there other timdsaw she was very poorly
and then ‘bounced back’? Can you tell me a bit natw@ut these times?

How would you describe ‘good care’ in a nursing le@m

What factors do you think help staff deliver go@udle; especially in the last weeks and
days? What stops them giving good care?

When ... was becoming more poorly, did the stafktd you about
this? How were these conversations?
« Do you remember a particular conversation thatdstamut?
Were you aware that they were dying before thé spaike to you?
* Do you think.......... knew they were dying? What did tlsay that makes you
think that?
Did the staff talk to you about your feelings omhaell you were coping?

How well prepared did you think you were?

What were your needs during the last weeks and?days
* To what extent were your needs met?

How supported did you feel by the staff when...............had died?
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What advice or information did the home give yowewnh.................died? E.g. what
to take to the registrar, opening times etc

Now looking back at the whole time your

......... was ie tiursing home, what had been
your expectations? Were they met?

If you had the power to change how very frail olgeople are cared for in general, what
would you change? In the care home what would y@nge?
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Appendix 10
Nursing Home Manager’s Interview Schedule

Some general questions:

Generally what has it been like for you/your horeeng part of the GSFCH project?
o Was it as you expected?
o In what way did it differ from your expectations?

Has being part of the project highlighted possdaes in your end of life care?
o What have these been?

What impact has the project had on the staff? Havwelthey changed over the last year?

More specific questions about the GSFCH project:

The GSFCH has also been about helping people toghlead, assess and act on issues
and situations: Looking back at the whole yedrat has been the most useful part of
the project?

The GSFCH highlighted 7 C’s:
0 communication and care planning; co-ordinationtiomity of care; control of the
dying; control of symptoms; continued learning;ecasupport
When thinking about these, do you see progressyiroathese in your home? Are there
any that stand out?

What do you feel the benefits of the ABCD registave been?

Are you aware of any change in attitudes aboutrdaadl dying in yourself? If
so...what?! Has the Liverpool Care Pathway had angtto do with this or has it been
other things?

Are you aware of any change in attitudes aboutrdaatl dying among your staff since
the beginning of the project? If so...what?

Finally, taking a wider focus again:

Looking back over the year, what has been the RBFEICULT part of the project?

Is there any part of the project you think coulgbould have been done differently?

What has helped your NH in implementing the GSFCH?
0 Has got in the way of implementing the GSFCH?

Which aspects of the changes that have taken glageu hope to sustain?
o What would help you to do this?
o Will anything prevent you from doing this?

Anything else you would like to say?
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Appendix 11

Frequency of documentation regarding DNAR, ACP and
project by NCHs involved

LCP pre and post

Liverpool Care
DNaR Anticipatory Care Planning Pathway for the
NH Last day of life
Pre Post | Pre Post Pre Post
Quality of recording
A |l 6.3% | 80% | 6.3%| 50%| Medium level: Written | 0% 72%
evidence using specifi
NH’s ACP form re
families wishes many
wks before death
B | 35%* | 59% | 0% | 36%]|Written evidence of AC| 0% 57%
but only a few days
before death — many
involving OOHs
C 0% |69%**| 0% | 62% | Written evidece of ACH 0% 13%
but only a few days
before death
D _ 88% _ 46% | Medium level: on-going 0% | 12.5%
written evidence using
specific CP
E 0% 50% | 0% 50%]| Written evidence: ‘fo] 0% 0%
TLC’ but no evidence ¢
family discussion
F 8% 73% | 15% | 60%]| Written evidence: ‘fol 0% 0%
TLC’ but no evidence ¢
family discussion
G 4% 79% | 4% | 79%| High level: on-going | 12.5%| 63%
written evidence using
specific CP

** includes ‘handwritten’ instruction rather tharNAR form
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Appendix 12

Midlothian nursing care home palliative care forum
(adapted from GSFCH documentation)

Discussions relating to ‘advance care planning’ an®NR forms
(on admission or at first review meeting)

Name of resident: GP name & address:
Date of birth:
Date of admission:

Care Home:

The emphasis on quality of life underpins the aaréhis care home. This is about making sure that
your priorities about your future care are undardtand that any symptoms and/or issues that might b
worrying you or your family are talked about andldevith. We will work with you, your family and
your GP in order to achieve as good a quality fefdis possible. We want you to feel you can ask any
questions that you might have and specificallyetiew’ meetings.

A willingness to speak and think ahead on issue8cfpatory care planning), enables people’s wishes
to be discussed and ensures that you and youryfamilishes are known and followed through.
Documenting these wishes is important so thathalsé within the caring team including the GP are
clear about what you and your family would wishadvanceof any deterioration and therefore what
has been planned. Ideally ‘anticipatory care plaghis used to inform future care at an early stage
preferably on admission to a home. Of course ong&&isit any decisions at any date in the future or
at subsequent review meetings.

i) At this point in your/your loved one’s life wha really important to you?

i) Is there anything that you worry about?

iii) Do you require information regarding lastingyer of attorney?  Yes No
(This is unlikely to be necessary if family togetre able to make decisions)

iv) Do you have a ‘living will’? Yes No

(If ‘yes’ please give details e.g. who has a copy)
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V) In the event of a cardiac arrest what might ke to happen, or what would yawt like to happenit
must be stated that cardiac massage on a frailrgbéeson is rarely successful and attempts to reisate can result
in brain damage and fractured ribs.]

v) So that we can be aware of your preferenceldrevent of increased frailty where would you préde
be caredi.e. this care home, or another care home; hodphaspice (if diagnosis of cancer)]

vi) Are there any further comments you would lileted?

Resident’s signature and/or family member /NOK atgre:

Healthcare professional signature: Daffesigning:

Date of further review:

NB: If artificial resuscitation in the event of arcliac arrest is not desired, then the Lothian DféRn
needs to be completed by care home staff and sign&P
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Appendix 13a — Collated Matrix [Pre GSFCH]

A B C D E F G
Category of Care n=7 n=2 n=4 n=4 n=0 n=1 n=4
Area of Care
Coordination
Leadership of nursing home
staff
6 0 3 5 2 1
Positive
1 6 6 0 0 3
Negative
0 0 0 0 0 0
Equivocal
Contacts with health
professionals outwith the NH
e.g. GP
Positive| 2 1 0 3 1 2
2 0 1 0 0 3
Negative
Equivocal| 0 0 0 0 0 1
POS NEG | NEG POS POS NEG
Overall Balance
Control of Symptoms
Assessment and control of
symptoms/frequency of
symptoms
Positive| 0 0 0 3 0 1
Negative| 4 1 1 1 0 2
Equivocal| 0 0 0 1 0 0
Staff knowledge of
medications and syringe
drivers
Positive| 0 0 0 0 0 0
Negative| 0 1 2 0 0 2
Equivocal| 0 0 0 0 0 1
Prescribing of medications at
the end of life
Positive| 0 0 0 0 0 2
Negative| 1 0 0 0 0 0
Equivocal| 0 0 1 0 0 0
Overall Balance NEG | NEG | NEG POS EQUI | NEG
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CATEGORY OF CARE A B C D E F G
n=7 n=2 n=4 n=4 n=0 n=1 n=4
Communication
Dealing with issues
Positive| 3 0 1 3 1 0
Negative| 2 2 2 0 0 1
Equivocal| 0 0 0 0 0 0
Emotional/Spiritual care of the
resident
Positive | 2 0 2 4 2 2
Negative| 4 1 4 0 0 4
Equivocal | 2 0 0 0 0 0
Proactive discussion with the
family about the residents
current condition
Positive | 4 0 2 5 2 4
Negative| 4 0 4 0 0 3
Equivocal | 0 1 0 0 0 0
Overall Balance NEG NEG | NEG POS POS NEG
Continuity of care
Named Nurse or key worker
7 0 1 3 1 4
Positive
0 2 3 0 0 0
Negative
1 0 0 0 0 0
Equivocal
Place of death
6 2 2 2 1 4
Positive
5 0 0 0 0 2
Negative
2 1 0 0 0 0
Equivocal
Future Care Planning, DNAR
ACP
Positive| 3 2 1 1 0 2
Negative| 7 0 4 3 0 2
Equivocal| 2 0 1 0 1 2
Overall Balance POS | POS | NEG | POS POS POS
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CATEGORY OF CARE | A B C D E F G
n=7 | n=2 |n=4 n=4 n=0 n=1 n=4
Care of the dying
Discussions about death and
dying with the resident and
family
Positive| 2 1 0 3 1 4
Negative| 6 3 9 2 0 0
Equivocal| 1 0 0 1 0 2
Open culture around death and
dying
Positive| 0 0 0 0 1 1
Negative| 1 1 0 0 0 1
Equivocal| 0 0 0 0 0 0
Physical care during and aftef
dying
Positive| 5 2 1 5 0 1
Negative| 4 2 5 0 0 4
Equivocal| 0 0 1 0 0 1
Staff recognition of dying
Positive| 2 0 0 4 1 3
Negative| 5 1 8 2 0 2
Equivocal| 1 0 0 0 0 0
Overall Balance NEG NEG | NEG POS POS POS
Carer Support (Staff)
Attending funeral/ saying
goodbye
Positive| 2 0 2 0 0 2
Negative| O 1 0 0 0 0
Equivocal| 0 0 0 0 0 0
Overall Balance POS NEG | POS EQUI EQUI POS
Carer Support (Family)
Family relationship with staff
Positive| 6 0 2 4 3 5
Negative| 1 2 0 0 0 0
Equivocal| 0 0 1 0 0 1
Pre and post bereavement care
Positive | 7 2 3 7 3 9
Negative| 3 5 5 1 0 0
Equivocal 0 0 0
POS | NEG | POS POS POS POS
Overall Balance
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CATEGORY OF CARE A B C D E F G
n=7 n=2 n=4 n=4 n=0 n=1 n=4
Continued Learning
Staff knowledge about all different
aspects of palliative care including
symptom control
Positive| 0 0 1
Negative
Equivocal| 0 1
GP knowledge about medications [at
the end of life
Positive| 0
Negative| 1 0 0 0 0 0
Equivocal| 0
Overall Balance NEG | POS | NEG POS EQUI NEG
OVERALL BALANCE OF NEG | NEG | NEG POS POS EQUI
NURSING HOME
PERFORMANCE
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Appendix 13b - Collated Matrix [post GSFCH]

A B C D E F G
Category of Care n=2 n=1 n=0 | n=4 n=0 n=1 n=6
Area of Care
Coordination
Leadership of nursing home
staff
1 0 1 2 3
Positive
0 0 0 0 0
Negative
1 0 0 0 0
Equivocal
Contacts with health
professionals outwith the
NH e.g. GP
Positive| 0 0 2 0 3
1 1 0 0 0
Negative
Equivocal| 0 0 0 0 0
EQUI | NEG POS POS POS
Overall Balance
Control of Symptoms
Assessment and control of
symptoms/frequency of
symptoms
Positive| 0 0 3 0 5
Negative| 0 0 1 0 0
Equivocal| 0 1 2 0 0
Staff knowledge of
medications and syringe
drivers
Positive| 0 0 0 0 1
Negative| 0 0 0 0 0
Equivocal| 0 0 0 0 0
Prescribing of medications at
the end of life
Positive| 0 0 0 0 2
Negative| 0 0 0 0 0
Equivocal| 0 0 0 0 0
Overall Balance EQUI | EQUI POS EQUI POS
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CATEGORY OF CARE A B C D E F G
n=2 n=1 n=0 n=4 n=0 n=0 n=6
Communication
Dealing with issues
Positive| 1 0 2 0 0
Negative| O 0 0 0 0
Equivocal| 0 0 1 0 0
Emotional/Spiritual care of the
resident
Positive | 0 0 6 3 3
Negative| 3 1 2 0 0
Equivocal | 0 0 0 0 1
Proactive discussion with the
family about the residents
current condition
Positive| 1 1 3 1 6
Negative| 1 0 0 0 0
Equivocal | 0 0 2 0 0
Overall Balance NEG EQUI POS POS POS
Continuity of care
Named Nurse or key
worker
2 0 11 2 7
Positive
1 0 2 0 0
Negative
0 0 1 0 0
Equivocal
Place of death
0 1 7 1 5
Positive
0 0 0 0 1
Negative
1 0 0 0 0
Equivocal
Future Care Planning, DNAR
ACP
Positive| 2 0 4 0 7
Negative| 2 2 4 1 3
Equivocal| 0 0 1 0 0
Overall Balance POS | NEG POS POS POS

61



CATEGORY OF CARE A B C D E F G
n=2 n=1 n=0 | n=4 n=0 n=0 n=6
Care of the dying
Discussions about death and
dying with the resident and
family
Positive| 5 1 11 2 12
Negative| 1 1 2 1 4
Equivocal| 0 1 0 0 3
Open culture around death and
dying
Positive| 0 0 0 0 2
Negative| 0 0 0 0 0
Equivocal| 0 0 0 0 0
Physical care during and aftef
dying
Positive| 1 0 11 2 11
Negative| 0 0 2 0 0
Equivocal| 0 0 0 0 0
Staff recognition of dying
Positive| 1 0 7 1 2
Negative| O 0 1 0 2
Equivocal| 0 1 0 0 1
Overall Balance POS EQUI POS POS POS
Carer Support (Staff)
Attending funeral/ saying
goodbye
Positive| 2 0 2 1 6
Negative| 0 0 0 0 1
Equivocal| 0 0 0 0 0
Overall Balance POS EQUI POS POS POS
Carer Support (Family)
Family relationship with staff
Positive| 0 0 2 1 4
Negative| 1 0 0 0 0
Equivocal| 0 0 0 0 0
Pre and post bereavement cdre
Positive | 1 0 8 3 12
Negative| 0 0 0 0 0
Equivocal| 1
Overall Balance EQUI | EQUI POS POS POS
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CATEGORY OF CARE A B C D E F G
n=2 n=1 n=0 | n=4 n=0 n=0 n=6

Continued Learning
Staff knowledge about all
different aspects of palliative
care including symptom
control

Positive| 0 0 0 1 4

Negative 1

Equivocal 1

GP knowledge about
medications at the end of life

Positive

Negative

Equivocal
Overall Balance EQUI | EQUI EQUI POS POS
e —

OVERALL BALANCE OF | POS EQUI POS POS POS
NURSING HOME
PERFORMANCE
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Appendix 14:

Average number of negative and positive outcomes &klL 7C’s as reported by
relatives (pre/post data)

NH Pre Post Pre Post Pre Post
NEGATIVE | NEGATIVE | POSITIVES | POSITIVES | EQUIVOCAL | EQUIVOCAL
75 5 8.1 8.5 1.2 1.5
B 14 6 5.5 2 1 3
D 2.5 3.75 13.7 19.7 0.5 2
F 0 2 19 20 1 0
G 8.5 1.8 12 15.8 2.5 0.8
OVERALL 325 18.5 58.3 66 6.2 7.3

* = No ‘post’ interviews volunteered
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