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Executive Summary

This report summarises the findings from a reseatatly that:

1. Evaluated the impact of introducing a modified wamsof the Gold Standards
Framework (GSF) (Thomas 2003) into the care hortienge

2. Aimed to identify those features which supportegh@vented the implementation of
GSF into care homes for older people in England.

This broad programme of work had three elements:

1. The Gold Standards Framework in care homes (GSRQldhable improvement in
end of life care of residents in care homes, basethe GSF in primary care. The
GSFCH involved a development programme designesupport care homes. The
programme, delivered by the GSF team, involvedraeesef four workshops held
over a nine month period and the support of a Itaglitator.

2. The research evaluation which addressed aims 12amobve was managed by a team
located at the University of Birmingham. The ewion commenced in June 2005
and was completed in June 2006.

3. The GSF team and the research team developed aatygmorking relationship in
which evidence produced at each stage of datactioife was relayed from the
research team to the GSF team to inform consideradf issues and ongoing
development of the GSFCH programme.

The Study

The overall aim of the evaluation was to examine itmpact of introducing a modified
version of the GSF (Thomas 2003) into the care hseting. A second aim was to examine
those features which supported or prevented théemgntation of the GSFCH programme.

Methods

Quantitative data were collected by surveys corepléty care home managers pre, mid point
and post GSFCH programme implementation. The pdepast GSFCH data were used for
the analysis, and comparison between these indidaie patterns of care giving changed
over the course of the GSFCH programme. Qualéalata were collected by open questions
in the survey tool and by a series of case studiaslving interviews with staff, residents and
family carer$ in the care home sites. A series of telephoreniiews was completed with
managers in a small number of homes. Facilitatai®wiven the opportunity to comment on
programme expectations in a semi-structured suavel/their role was evaluated as part of
the overall study.

Sample

All homes participating in the GSFCH Phase 2 wesleed to take part in the evaluation. Of

the 95 homes that started the programme 79 returaseline surveys before the programme
implemented. By the end of the programme 49 honagbs dompleted both pre and post

GSFCH surveys, an overall response rate of 55%rvietws were largely located in the 10

homes that were the focus of the case studiesvietes were conducted with care home

managers, staff and a small number of residentsedatives.

! In this report carers refers to family carers.



Findings

The indications are that care homes made prognassplementing improved end of life care
following participation in the GSFCH programme. $heare presented from the perspective
of the overall project aim to evaluate factors sarfipg or hindering implementation of the
GSFCH in the participating homes. Data from theveys, case studies and follow up
telephone interviews to staff in the homes that il complete the GSFCH evaluation are
presented under the following headings that emeggegdart of the iterative commissioning
process.

The care homes organisational context:

Characterisation of the client population

GSFCH was regarded as relevant to the range @s#es and the context of care in which
people in nursing homes die. Homes that did notpteta the audit surveys were largely
similar in a range of organisational charactersstguich as size and care delivery to those that
did.

Structure, culture, and organisation of the carertgo

Organisational factors had the potential to influeethe extent to which care homes might be
able to adopt the GSF, including the relationshigh wther health care practitioners, access to
training, management support and teamwork.

Staff and skill mix issues

Case study data indicated a link between a stabt&farce, good teamwork and capacity to
adopt GSFCH. Reasons why homes were unable to etariple evaluation included staffing
and workload issues and GSFCH workshop locatioaff $&sources and training budgets
impacted upon access to the four national workshopdocal GSF related training.

Processes:

Relationships with the primary health care team

Improvements in relationships with primary care cpices were reported as one of the
positive outcomes of involvement in GSFCH by somenés. In particular communication

with GPs was seen to be more productive. Staffrtedareater confidence when discussing
residents with GPs, resulting in a more productli®ogue. In some cases though difficult
relationships endured. Some of the improvement ellationships was attributed to the

programme’s acknowledgement that care homes arédjprg skilled nursing care to people

at the end of life. Staff found this acknowledgeireamd the programme empowering.

Impact on residents and carers

Significant differences pre and post GSF were fanrmglation to: increased use of end of life
care register, having a coordinator for end of ¢ifee, routine use of advanced care planning
and having discussions about end of life care vafiidents. Residents expressed a preference
for staying in the care home to receive all theirec GSFCH enabled residents’, wishes
around end of life care to be discussed and clefrtpmented. Fewer residents experienced
crisis hospital admissions, and more died in thhe bame setting following GSFCH.

Categorising care needs using a “banding” approach

The A-D banding system incorporated in the GSFChbérd staff to identify which patients
were more critically ill. This approach was not disa any homes at the outset but, upon
completion, 88% had used this. Of these the mgjéoitind the banding useful.

Education and resource material

The GSFCH programme produced an increased useeoMtcmillan ‘Foundations in
Palliative Care’ training programme for staff. Tipeogramme also guided care homes
through key tasks which aimed to equip staff wité skills to ensure that residents at the end



of life had a dignified, pain free death, in thaqa of their choice. One of the key advantages
in taking part in the GSFCH was that it boughtagning opportunity to the homes.

The role of the facilitator

At the outset facilitators expressed concerns ahgange of issues that they felt may impact
on implementation of GSF. Availability of a fatdior was a key feature in the support of
care home staff yet the provision of facilitatoppart was beyond the remit of the GSF team.

Limitations of the Evaluation

The evaluation did not include a control group ofrtes. This would have presented both
practical difficulties and resource implicationsrSequently on the basis of this analysis it is
not possible to say conclusively that the changeend of life care are a direct result of
introducing the GSFCH. Overall though the findimggicate that GSFCH has the potential to
contribute towards improved end of life care.

Conclusions
¢ GSFCH was successfully adopted by many care homes.

e This study has shown the GSFCH produced demonstrapbrovements in the
quality of care at the end of life in homes thatavable to adopt this approach to
care.

* Introduction of the GSFCH reduced the crisis adimissate to hospital at the end of
life by circa 12% in the study population.

» This pattern is also reflected in a reduction sfdents’ deaths in hospital, from 18%
to 11%.

* Review of the data collected in the time framehid study suggests that it is possible
to identify features in care homes that may cootgbto the successful
implementation of the GSFCH.

« There is a relationship between the quality of ehlife care offered by primary care
health teams and the ability of care homes to sstally implement the GSFCH.

Recommendations

Recommendations are made in three areas: impravipigmentation of GSF, future care
homes research and finally recommendations focpafiakers. Recommendations were
relayed to the GSF team as the project progreaaititating speedy response to the issues
raised.

Summary and conclusion

Taking note of the potential limitations in methptle indications are that implementation of
the GSFCH programme has had a positive effect oticipating care homes. Data from a
wide range of sources demonstrated measurableatiffes in approaches to care pre and post
the implementation of the GSFCH programme. A nundfdeatures that may help homes
determine readiness to take up the GSFCH progracameébe discerned. This includes key
issues such as established level of team workarhttime environment, existing patterns of
care, motivation to develop better care at the ehdife and working relationships with
primary health care teams.
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Glossary of terms

ACP

A-D categories

Care home (nursing)/

Nursing home

Advanced care Plan

Categories, based upon life expectancy, which inglicate
when advanced care planning should be considered, A
years prognosis, B-months, C-weeks, and D-days

A care home registered to provide nursing care. éfomay
have 100% nursing beds or a combination of nursing
personal care beds. Residents may be self funding o
receive full or partial funding from the NHS or &c
authority.

Care home (personal care) A care home registered to provide personal carg onl

/Personal care home

CSCl
DoH
Facilitator
GSF

GSF team

GSFCH

GSFCH Programme

ICP

LCP

NHS
Out-of-hours service

Resident

SCR

Commission for Social Care Inspection. Inspectsadial
care services in England, including all care homkeatever
the status of the provider.

Department of Health

Responsible for acting as a link between the G&mtand
care home staff.

Gold Standards Framework

Gold Standards Framework team. The central team
responsible for GSF implementation in primary carel
care homes.

The Gold Standards Framework in care homes.

The framework consists of 4 gears, 7 key taskssawéral
tools.

The managed programme to support implementatidheof
GSF in care homes. Run by the GSF team it consadtdd
national workshops, resources, teaching and local
facilitation support. This study evaluated PhasefZhe
GSFCH programme, June 2005 to Feb 2006.

Integrated Care Pathway. A multidisciplinary catanpfor
use by all health carers in involved in a persaaie.

Liverpool Care Pathway. An integrated care pathvi@y
the last days of life.

National Health Service
Service providing GP cover outside normal workiogts.

People who live in a care home. Alternatives usmtute
client, patient and service user.

Supportive care register. One of the GSF temptatas.
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SECTION 1: INTRODUCTION

The over arching aim of the study reported here twasvaluate the introduction of a
managed programme for end of life care, the Goth&rds Framework, into care
homes for older people in England. This developneminportant in the context of
the NHS End of Life Care Programme (NHS 2006), Whaons to improve generalist
palliative care provided by all health care staftluding those in care homes, and to
extend the benefits of palliative care experienbgdcancer patients to all patients
with end stage illness. It builds on the successfuyblementation of the Gold
Standards Framework (GSF) into primary care teamse 2001 (Kinget al 2003,
2005, Thomas & Noble, 2007).

Use of the GSF in primary palliative care is recanaed in the NICE Guidance on
Supportive and Palliative Care (NICE, 2004) the stoof Commons Health Select
Committee on Palliative Care (House of Commons 20@Hde Cancer Services
Collaborative (2007), and the NHS End of Life CRregramme (NHS 2006 hese
recommendations are in line with national policyelepments from the Department
of Health NHS End of Life Care Programme and speadlfy the End of Life

subgroup on improving care in care homes.

Implementation of the GSF in England is supportadliree years, 2004-2007 by the
NHS End of Life Care Programme, with funding toaBtgic Health Authorities for

local implementation.

Implementation and impact of the use of the GSkprimary care teams has been
evaluated at each phase of the development plaisatevoy Dr Thomas and
colleagues. This work was originally supportedpast of an MSc study (Thomas
2002) and the NHS Cancer Service Collaborative.s&giently Macmillan funded
the GSF evaluation of Phases 3-6 of GSF in princarg at the Centre for Primary
Health Care Studies at the University of Warwickh& aspects have been informed
by work undertaken in other collaborating instibat, supported by Macmillan’'s
Research and Evaluation group. Use of the GSFarctémmunity by primary health
care teams was reported to be beneficial for patiearers and staff across the UK
(King et al, 2003; 2005, Thomas & Noble, 2007).



Macmillan Cancer Relief supported the promotion spiead of GSF in primary care
in a two year GSF Support Programme 2003-4, suppdry local Macmillan GP
facilitators and Macmillan nurses. Macmillan pubég an education programme for
care home staff, ‘Foundations in Palliative Caxgyeloped by researchers at the
Open University. They also sponsored the evaluateported here. The GSF in
primary care and GSF in care homes’ programmebatecurrently supported by the
Department of Health’s NHS End of Life Care Prognaem

Origins of the GSF
The GSF was devised seven years ago (Thomas 2003) 2and has since been

successfully implemented in primary care. It isreated that a third of primary care
practices in England are using some aspects of GSikg et al 2005). An
introduction to the GSF describes it in the follogiiterms:

The Gold Standards Framework programme offers teanaswidely used,

tried and tested, common sense framework of ergabdiols and resources to
help optimise their palliative care so that theyndalfil the wishes of both

patients and carers. It aims to improve manageneémstymptoms, reduce the
elements of fear and uncertainty and enable mogdtton their preference for

place of care. It also improves support for caresgff satisfaction, morale

and team working with specialists and has an immacteducing un-needed
hospital admissiongGSF, 2005)

The basic structure of the GSF encourages prawitioto identify individuals in need
of supportive care towards the end of life, to asséheir needs, symptoms,
preferences and any issues important to them. Pigroare around people's needs
and preferences can enable them to be fulfilledianghrticular to allow people to
live and die where they choose, often referredst¢peeferred place of care' (PPE).
The rationale for using the GSF in care homes as ithwill assist care home staff,
supported as appropriate by primary health care sgpecialist colleagues, in

achieving the five GSF goals which are:

1. People's symptoms will be as well controlled assjibs.
2. People will be enabled to live well and die wellexd they choose.

2 Some documentation refers to preferred placeaftd implying that the two are synonymous.



3. Security and support - patients experience lesdaiedety, there is better
information, fewer crises and fewer admissionsasyiital.

4. (Family) carers will feel supported, informed, andolved.

5. Staff confidence, team working, satisfaction anchownication will be better.
(Thomaset al 2005, p10)

The Gold Standards Framework in care homes — GSFCH

Using the Gold Standard Framework in care homes
The use of frameworks such as GSF for organising foat care home residents in the

last year of life has developed directly from warkprimary care. Primary care teams
wanted to be able to extend the improved levelané ¢hey identified through use of

the GSF in primary care, for their patients whoewessident in care homes.

The Gold Standards Framework in care homes evolk@d the Gold Standards
Framework in primary care programme. The compleritycare provision in care
homes, shown in Figure 1, demonstrates the needafeful consideration of end of

life care needs for people living in this sector.

The GSF has been modified for use in care homethdyGSF team. GSF for care
homes (GSFCH) is seen as an extension of the cavedpd by the GP and primary
care team in the community, underpinned with thaeslasic principles and criteria.
However, there are particular challenges in enlifetare in care homes, such as the
private/NHS care partnerships, multiple co-mori@dit concomitant mental
incapacity, staff turnover and cultural differencdswever, as 20% of the population
die in care homes, optimising care in this area VW#tal part of improving end of life
care (GSF 2005).



Figure 1. Characteristics of care homes for older people

* 20% of the population will die in a care home.

* Approximately 350,000 older people live in care lesmn England (CSC
2005), and 410,000 in the UK as a whole (OFT 2005).

» Care homes employ 800,000 people (CSCI 2005).

* Two thirds of care homes are independent smallnesses and one third are
in corporate ownership. Larger groups have in tldeoof 20,000 beds (Laing
& Buisson 2004).

* There are three times as many care home beds abl4S

* Average life expectancy of self funding residemsnursing homes is 20
months (Nettert al2002).

* A census of 11,000 nursing home residents reveatgdievels of dependengy
(Bowmanet al 2004). Only 18% were ambulant without assistah8&p had a
normal mental state and 20% were continent.

* Multiple pathology and co-morbidity are common.

* Most common reasons for admission to care homesi(g) were dementi
(38%) stroke (25%) and frailty (22%) (Bowmanal 2004).

» Assessment and regulatory systems are poorly ndhtohesidents’ needs and
care planning has been identified as one of thet ingsortant needs in the
future (Bowmaret al 2004).

5]

To launch this programme in care homes the GSF teaertook a pilot project. In
this phase of development, described as Phaséhk @édold Standards Framework in
care homes project, 10 care homes in six arealeotUK participated. This phase
was evaluated in a ‘scoping study’ (Maryon, Thoraad Meehan 2005). Phase 1
involved regular feedback, monthly conference c#lieee workshops, questionnaires
before and after use of GSFCH and visits from afependent analyst (KM) with
clinical governance expertise to clarify developisenssues and problems and
learning points. This work provided the insightsgquieed both to refine the
implementation plan for the introduction of the @3$Finto a larger number of homes

and to plan the larger programme evaluated hesd”d GSFCH.

The GSFCH programme consists of:
= The introduction of the modified version of the angsational tool, the Gold
Standards Framework to care homes (GSFCH).

= Local support to care homes from a GSFCH facilitatahe area.



= Central support of a GSF team, lead nurse, helplioaference calls and
mentoring.

= Training - provided by four national workshops ihet course of the
programme and specific training tailored to induatihomes’ needs, arranged
by local GSFCH facilitators.

In addition to the five GSF goals (p 3), the aih¢he Phase 2 GSFCH programme
are to:
1. Improve the quality of care for patients nearing ¢émd of their lives.
2. Improve the coordination and collaboration betweare homes and GPs and
primary health care teams.
3. To reduce the numbers admitted from care homesedpital in the last stages
of life (one of the main goals of the NHS End ofeLcare programme).
4. To make key suggestions for others interested prawing end of life care in
care homes in a ‘Good Practice Guide’ (Thortaal 2005, p5).

A longer term aim of promoting the development ohe@w collaborative model
through which care homes and primary health camms$ecan work together has been
suggested (Maryoet al 2005).

The GSFCH Development programme

Care homes were invited to apply to take part s Bthase 2 GSFCH programme.
Criteria for homes’ inclusion in Phase 2, whichluded the evaluation reported here,

were:

Awareness of GSFCH plans

GSFCH implementation supported by a local GSFifatair
Support from the local SHA

Satisfactory CSCI assessment

Geographical location to reflect the populatiorEafjland

O O O O o o

Willingness to participate in the research evabra{Clifford 2005).

Homes signing up to use the GSFCH framework welered support in progressing

through the GSFCH programme. This included four lvhaay workshops which



were attended by a small number of staff from damtme. The GSFCH programme
was described and introduced in the ‘Starter PACkbmaset al 2005) and the four
workshop programmes included presentations, whietewelevant to the stages of
the GSFCH, and specific details of how to appraiehkey GSF tasks. In this way
homes were gradually guided through GSFCH. Paditg were encouraged to
access the GSF website, which had a wide rangetafled information about GSF,
and other relevant sites. Care home staff are duig®ugh the GSFCH programme
and seven key tasks are identified which if addr@sshould result in the five goals
being achieved.
These key tasks known as the 7 Cs are:

0 communication,
co-ordination,
control of symptoms,
continuity,

continued learning,

©O O O o o

carer support (staff and family carers)
o care of the dying.
(http://www.goldstandardsframework.nhsuk/

Homes were allocated a local facilitator who waswiedgeable about the GSFCH.
They were available to explain and support GSF emgntation and direct homes to
local sources of support, training and contactssoBees and supportive care
templates were provided at the workshops and adprogided about additional
resources. Facilitators were supported by the natiead nurse for GSFCH. The lead
nurse started in post the week before the first R&fwop, working part of the GSF
team 15 hours a week. Care home teams participain@SFCH were asked to
identify a co-ordinator who had an interest in efidife care and could act as a link
between the facilitator and the rest of the siafinost cases this was the manager or

a registered nurse.

Implementing GSFCH

Implementation of GSFCH is based upon the faditamodel, which was adopted in
GSF in primary care and piloted in Phase 1 GSFQt¢ filot indicated that ideally
facilitators should have a thorough knowledge ef @65F and to support this the GSF



team offers facilitators two GSF training sessipasyear. A few GSFCH facilitators
were GPs who had carried out the same role in pyirnare and most others were
clinical nurse specialists in palliative care wtamllsome awareness of GSF.

Homes participating in Phase 2 were informed abfwaievaluation and asked to sign
up to both GSFCH and the evaluation. Members oktrauation team were present
at all four workshops. At the initial workshop theyroduced the evaluation and at
subsequent workshops presented ongoing findings G3F team, (NHS funded) and
the Evaluation team from the University of Birmirmgh were both based in
Birmingham. The four GSFCH national workshops atezhby care home staff were
held in the West Midlands.

Background to the Evaluation

Research Context
The project reported here focuses on ‘Phdset® GSFCH development programme

that ran for nine months from June 2005. This eatidn of Phase 2 of the GSFCH
commenced at the same time and followed the intitoalu of the programme into 95
volunteer care homes in England (Appendix 1). Al two of the homes had at least

some nursing beds and were classed as nursing fiomes

In planning this project the research team drewnupe sparse literature available to
inform care giving at the end of life in care homeke preliminary literature review
using the broad headings of care homes and enfi @fdre revealed a dearth of U.K.
literature in relation to end of life care in thare home setting with the exception of
work by a small number of UK based academics, {se@xample Froggatt 2001,
2005, Froggatt and Payne 2006, Hockley & Clark 20@@ckleyet al 2005, Katz &
Peace 2003).

This contrasts with a vast body of literature aato end of life care for those with
cancer (Gysels & Higginson 2004) that has relevancéhe work proposed here.

Similarly, there is a dearth of literature relatednulti-professional team working in

% The use of the phases to identify the programmesgan identifiable a time frame to the introduction
and support programme by the GSF team leadingviiik. It also offers a time frame for
evaluation purposes.

* The former terminology of dual registered home used by some to describe homes which had both
nursing and personal care beds.



care homes and the factors that impact on workatationships across the primary

and secondary care sectors. This will be addreasepart of the project outlined

below.

Questions arising from the preliminary literatuegiew were:

1.

To what extent are volunteer care homes ready toptadew ways of
working to support end of life care? Is such a famrk acceptable to
them and what are the current barriers?
Will the use of a framework such as GSFCH changetjme in relation to
end of life care in the care home sector?
What are the effects of such changes on resideats’, family views and
staff practices?
What characteristics in team working contribute ttee success or
otherwise of implementing GSFCH guidelines? Whahenbt issues
contribute to success or otherwise of implemen@@FCH and other
frameworks including:
» Organisational philosophy (i.e. scope of practiceursing or
general care only)
» Skill mix (ratio of qualified health care professals to support
staff)
 External factors including access to necessary imult

professional care support across health and stenial

How might GSFCH impact on relationships with theary health care
team?

What outcome measures best illustrate the effeétamplementing
GSFCH?

What are the best ways of evaluating the exteiwhizh the seven key
tasks of GSFCH have been achieved?

To what extent do disease patterns impact on theinvavhich end of life
care is delivered; e.g. is there is difference letwthe care given to those
people suffering with cancer compared with othendiitons such as

cardio-vascular or respiratory disease?



Arising out of this a research plan was submittiedhe Macmillan Research and

Evaluation (R&E) group. The study was designedualuate the implementation of

GSF into care homes in England. Data from the stuele to be encapsulated into a

Good Practice Guide, with recommendations for pradmprovement derived from

the evaluation.

The aims of this one year evaluation of the intaddun of phase 2 GSF into care

homes in England were therefore:

1.

To evaluate the impact of the GSFCH on end ofddee in care homes for
older people.

To identify the contextual and organisational feasuof care homes which
supported or hindered GSFCH implementation.

To explore the extent to which care homes were abledopt optimal
standards of practice in end of life care.

To identify a range of indicators to inform fututevelopment of GSFCH (as

defined by Macmillan R&E group).

The related research objectives set at the begjrofithe evaluation were:

1. To undertake haseline surveyof care provision in participating care homes to

determine:

a. the nature of the client group

b. patterns of end of life care

c. existing systems used to organise end of life.care
To assess the perceived impact of using GSFCH equality of end of life
care from the perspective of care home staff atatjpmal and managerial
levels.
To assess residents’ perspectives on the impacisimiy GSFCH on the
quality of end of life care planning in care homes.
To explore theeducational needsof staff participating in end of life care to
facilitate the intervention of GSFCH and to asdesspotential for use of the
Macmillan educational pack for care homes.
To explore the extent to which implementation of FGS influences
relations with local primary health care teams including GPs, district

nurses (DN) and clinical nurse specialists (CNSeésvant.



6. In relation to the last stage of life, to examimespital admissionsfrom care
homes, especially for residents in the last wedKenf

7. Within the context of the ‘microsystem’ (i.e. theams in individual care
homes) and through a series of case studies, igassttheorganisational
factors for care homesthat impact upon optimal end of life care in care

homes?

Iterative processes
The interface between development and the resemerth seen as crucial to this

project. As a new initiative it was important thietdings from the research could be
used to inform GSFCH development as the work pssgp@. From this perspective
we built upon the notion of iterative working whietas introduced to the project
team early in the process. This was used at tweldethe commissioning level and
the developmental level. These are outlined below discussed in depth in Section

10 ‘Approaches to researching developmental progrash

Iterative commissioning
At a commissioning level the funders (Macmillanyel®ped an iterative approach to

commissioning the research examining the implentiemtaof the GSF which
reflected the ideas discussed by Lilfetdal (1999). It was from this background that
funding for research was made available.

The iterative process in commissioning the resegmavided a challenge to the
research team. This project formed one of sevaraled under the Macmillan GSF
R&E programme so colleagues in that group had bégudarmulate ideas of which
features they felt were important to evaluate. G&F team was keen to ensure that
data collected built upon existing modes of evadumain primary care and the pilot
Phase 1 GSFCH study. Thus templates for baseliteeattel ongoing audit were, to

some extent, prescribed.

In addition there was a need to consider how tlaarEd mode of data collection
addressed the indicators cited by Macmillan as riatie outcomes of the work

(Appendix 1). These requirements were cross cltkagainst the initial project plan

® This may include for example: skill mix, team wosktisfaction (staff & residents) workload.
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to ensure the indicators were addressed. Thewmas of this process can be seen in
Section 2 Study methods.

Iterative working
One of the considerations in developing this redeavas to inform the GSFCH

Central team of issues that may impact upon thelementation of the GSF
programme into care homes. This resulted in andiive research framework’ in
which emergent indicative research findings werenmoinicated to the GSFCH
development group at regular intervals, and enatbledjroup to use emerging data to
facilitate developments in participating care homeékmes in Phase 2 had a Starter
Pack and as the project progressed emerging datdribzded towards the
development of ‘Good practice guidelines’ to suppse of GSFCH within the care
homes in Phase 3 (June 2006-February 2007).

A key part of review of this project is an examioatof the approach adopted which
will help us refine our methods of real word resbam care home settings. The
extent to which this approach was successful isrde=d throughout the results and

the implications for future research discusseddatisn 10.

Summary

This section has given an overview of the contextwhich this evaluation was
developed and identified the key drivers and cam#s upon the evaluation. The
anticipated project outcomes are wide ranging aicbes addressed at different levels
of detail in the report.

The following section describes how the study methogy was identified and

developed in partnership with the GSF team.
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SECTION 2: STUDY METHODS

This section summarizes the methods used to calletinalyse data in this study.

Methodological framework

This project reflects an action research approachkhich the GSFCH research team
worked in collaboration with the GSFCH team. Asedbin Section 1, this facilitated
an iterative process between the research team tlmdteam responsible for

implementing GSF in the care home sector.

A range of quantitative and qualitative approacteeslata collection was used. To
identify and evaluate the factors perceived as ¢tipg upon the organisational
capacity of care homes to adopt the GSFCH, datea gathered by survey and by a
number of case studies involving interviews witliflsand, to a lesser extent, residents
and carers in the participating care homes. Ptasen of data emerging through the
research enabled the GSFCH team to make modificadithe GSFCH programme as

implementation progressed.

The survey tools were developed from those useeaiier evaluations of the
implementation of GSF in primary care. This offettb& potential for some cross
sector comparison as it was anticipated that a eumb aspects affecting use of

GSFCH would be similar to those identified in earktudies in primary care.

A sample of homes was accessed in the form of sagbes to facilitate more in-
depth review of factors impacting upon the usehaf GSF in care home settings.

Where possible, resident and family carers wergdduto participate.

Data collection tools
Several approaches to data collection were ad@setscribed below.

e Surveys
o Audit Survey Tools (baseline, intermediate and final) were developed
initially from earlier evaluations of the GSF inifmary Care and

refined as the project progressed. These toots)std on the key

12



dimensions of the GSF, was modified to collect vetg¢ data at 3
points in time noted below to enable the reseaamtto track changes
in practice associated with the use of GSFCH. (Appe2)

0 An After Death Analysis form (Appendix 3) was devised to record
details of the five most recent deaths in care Itgrovide a profile
of deaths in care home residents. This was adieres with the

Baseline and Final Audit.

o Team working questionnaire (Borrill & West 2001): This was used
in case study sites to inform the context in whi@BFCH was being

developed.

o0 Facilitators’ baseline survey was used to identify facilitators’
expectations and concerns at the start of the anogre. (Appendix 4)

* Interviews in the Case Study Phase

Semi-structured interviews (Appendix 5) were unaleh as follows:

o Telephone interviews were conducted with care home GSF
coordinators to establish organisational philosophgd initial
experience of implementing GSFCH prior to sitetgid¢o inform the
areas of enquiry.

o Face to face interviewswith care home staff explored the factors
they felt impacted on their ability to deliver apil end of life care
and their views on the use and impact of GSFCH.

o Face to face interviews with Residents and Family &ers. A small
number were accessed and able to discuss isswsdréb GSFCH

(see Section 8).
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* Additional data collection

o Data were obtained from Facilitatorsand theGSF teamduring one
to one phone conversations, telephone confererstesring group
meetings, emails and face-to-face conversations.

0 Observation of the work of the GSFCH team and facilitatorsthe
four GSFCH workshops helped identify wider strateégsues that may
Impact on the success, or otherwise, of the imphtaten of GSFCH.

o Information about the culture of care homes, staficerns and by
proxy, an indication of the concerns of residemnid eelatives, were
gained through the many exchanges during workshefephone and
face to face conversations.

o Care home staff contacted the research team wignieguabout the
evaluation and often provided information abouirtiperspectives of
end of life care and GSFCH.

Data Collection mapped against Macmillan Commission ing Brief

As noted in Section 1, the iterative research m®ademanded consideration of a
range of project outcomes. These have been mappé&tgare 2, indicating the data

collection methods. Indicators are presented inrfiuhppendix 1.
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Figure 2: Commissioning brief - Project outcomes a nd data sources

(See also Appendix 1 )

Patients and carers: An understanding of those
outcomes patients & carers consider desirable and
the impact of the GSF on these

Case study interviews

Structure, culture, and organisation of the care home:
Candidate items relating to structure, culture,
processes and behaviours associated with direct or
surrogate measures which can be linked to the uptake
of the GSF & candidate processes and behaviours
(again associated with measures) which change in
ways that may be associated with benefits for patients
and carers.

Audit Survey
Teamwork survey
Case study interviews

Characterisation of the client population: The
important characteristics of the client population in
relation to key outcomes (e.g. crises) and the
influence of the GSF.

Audit surveys
After Death Analysis

Testing (an A to D) “banding” approach: An
understanding of whether this form of banding was
valid (i.e. to what extent was it possible to predict
nearness to death) and how (if at all) did the use of
“banding” facilitate the introduction of the GSF.

Audit surveys
Case study interviews

Measures related to differences in staff and skills mix
Aspects of staff and skill mix which need to be
considered when evaluating the impact of the GSF
and direct or surrogate measures of these for future
studies.

Audit surveys
Case study interviews

Relationships with the primary health care team: The
relationships between care homes and primary health
care teams (in particular GPs) and the GSF uptake.

Audit Survey
Case study interviews

The added value of resource material: e.g. starter
pack and/or Macmillan educational resource in
relation to the success of changing behaviours or
processes linked to the outcomes of interest (in
addition to the role of facilitator behaviour and the use
of an audit tool).

Audit surveys
Case study interviews

The role of the facilitator; An understanding of the
key elements of facilitator characteristics, context and
behaviour, which influence the introduction of the
GSF, in particular the role (if any) of primary care
based facilitators.

Facilitator surveys
Audit surveys

Case study interviews
Observation at
workshops
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Sampling
Care homes’ agreement to participate in GSFCH PRas®luded agreement to

contribute to the evaluation. Consequently the siamgpgramework assumed that all
the care homes in the GSFCH Phase 2 programmeid@eét circa 80-100) would
participate. The audit process involved undertglsarveys at baseline, mid point
and upon completion of the development programmBaseline Audits were

circulated to all 95 homes that signed up.

Selection of case study homes was informed by #selhe Audit Survey. Purposive
sampling was used and aimed to ensure a geogragpiead of homes, a range of
sizes of home and to include homes which had, addniot, returned Baseline Audit

data.

Data Collection and Response rates

The GSF team was keen to establish and embed thtomship between GSF
facilitators and care home staff, regarding thisesral to the success of GSFCH, an
approach which had been adopted in primary caras&juently facilitators were
asked to be responsible for ensuring care homedowiors (usually the manager or a
senior nurse) completed and returned Baseline Au@ibntacts between participants
in the Phase 2 evaluation are shown in Figure 3.

Audit survey data

The Baseline Audit Questionnairayas adapted from the audit used in the GSF
primary care programme and had been piloted in ha&SFCH (Maryoret al,
2005). The audit collected details of the care ol the current systems in place
to care for residents at the end of life. Composienere expanded or added to
explore organisational and educational needs péeithe care home context.

This audit was administered to care home coordisgprior to attending the first
GSFCH workshop in Birmingham in June 2005. Somerdinators had very little
time between agreeing to participate in GSFCH Phasend attending the first
workshop, consequently 59% of Baseline Audits wextirned before the first
workshop and the remainder were returned beforek8taip 2. Managers were also
asked to provide details of the care of the las fiesidents who had died, using a
shortAfter death analysis (ADA) to@Appendix 3).
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Follow up auditquestionnaireswere completed by coordinators six months after th
initial workshop (Audit 2) and a final audit questhaire and ADA was administered
12 months after the initial workshop (Final Audiffeedback from coordinators
revealed the Baseline Audit had been time consuramdonerous to complete and

subsequent audits were much shorter with a cléayeut.
The overall response rate at each stage of theiai@h is summarised in Figure 4.

At all stages homes which had notified the GSF téaah they had discontinued the

GSFCH programme were excluded.
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Figure 3: Participants in GSFCH Phase 2 Evaluation
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This model resulted in a response rate of 79 (88U homes returning the Baseline
Audit (Figure 4).

Figure 4. Audit response rates

June 2005 95 homes - Base Audit and
ADA

|

79 homes returned Base Audits
(83%).

v T~

16 homes did not return Base 11 homes withdrew
Audit ** before Audit 2

November 84 homes sent Audit 2
2005 (89% of original sample of 95)

v
54 homes returned Audit 2
(64.2% of those sent;

56.8% of original sample) \

5 homes withdrew
between Audit 2 & Final
Audit

May 2006 79 homes sent Final Audit (83%
of original sample)

52 homes returned Final Audit
(65.8% of those sent;
54.7% of original sample of 95)

** Of the 16 ‘non-returners, 8 homes returned a previous version of the Baseline Audit
completed much earlier. These were not included in the evaluation.

A challenge to the methodological approach adopethme apparent when, in the
early stages of the programme, it was noted tli@tveacilitators and some care home
staff regarded the GSF team and the university dhasaluation team as the same
team. This had arisen because all documentatiothéprogramme and audit were
sent to facilitators, and subsequently via thertheocare homes, from the GSF team.
This was thought to be easier for GSFCH facilitatiian receiving information from

two teams. Efforts were made to clarify the digimt between the two teams at the

GSFCH workshops. Additionally, Audit 2 was sentedity from the evaluation team
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to care homes with a pre paid return envelope &mhehome. Facilitators were
notified by email that the audits had been sentthag were simply asked to remind
care home staff to complete and return them. Arsgceminder to facilitators was
sent four weeks later. Fifty-four homes returnedlif@ (64.2% return rate, 56.8% of

original sample of 95).

The GSF team and facilitators felt the response fat Audit 2 might have been

higher had audits been given to GSF coordinatorgabyitators and this approach
was adopted for the Final Audit. Eight homes whachlonger had facilitators were
sent final audits directly by the evaluation tedifty-two Final Audits were returned

(65.8% return rate, 54.7% of original sample of. %&}empts were made to contact
homes that did not return data to identify reasfmmsnon-return. Where possible
facilitators were also contacted.

Overall this should be seen as a good responsgikage the time demands involved
in completing the surveys. The response exceedadigbions which commonly cite

40% as being a good response to survey questi@sn@itay 2001).

Case studies
Forty-one homes were invited to take part in theecstudy phase in early 2006, six

months after the first workshop. Fifteen repliesaveeceived (36.5%); of these 14

homes agreed to participate and one refused. €himeanagers consented to a site
visit and one to a telephone interview only, beea@®&SFCH had not yet been

introduced to staff, reflecting the differing tinseales of introducing GSFCH into

homes. The remaining 13 manager interviews revetlatl three homes had not

introduced GSFCH to staff, resulting in 10 casealgtsite visits to meet staff and in

some cases residents and family carers (Figure 5).
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Figure 5. Case study response

| 41 homes |

-

15 responses (36.5%) 2 dropped out of GSF

programme

14 consents | 1 refusal

!

14 manager /coordinator

interviews

13 consents to site visit 1 no consent for visit-
GSFCH not yet
introduced to staff

I T

10 site visits 3 GSFCH not yet
introduced to staff

T

7 access to residents
and staff
3 access to staff

A range of staff participated in face to face imtews depending upon managers’
definitions of who was in the team, their judgemeinivho was knowledgeable about
GSFCH and who was on duty. Managers were askedidiibdte participant
information pack&to staff and residents, to notify participantstioé researcher’s
visit and schedule interviews. In some homes spalfticipants were all either
registered nurses and/or carers while in other sdmoesekeeping and domestic staff
participated.

Nine staff participated in individual semi-struadrinterviews and 52 in small group
interviews. Team-working questionnaires were adsbemed at the end of the

interview. Many managers rearranged rotas so actgmie of staff could be

® Packs contained a cover letter, information shaetsent form and pre-paid return envelope.

21



interviewed but three managers indicated that stafim they had hoped would be on
duty had changed shifts at the last minute. Atloome staff were exceptionally busy

and the staff interview lasted just a few minutgber than the allocated 30 minutes.

Seven managers distributed information packs todeess and residents were
interviewed at four homes. Two managers statedrédsadents with whom they had
adopted GSFCH were critically ill or had died andechome had not yet used
GSFCH. One manager stated that a resident wantee foterviewed but a family
member refused permission and the resident wasiteoviewed.

Overall 85 participants were interviewed for theecatudy phase:

Telephone interviews: 14 managers/coordinators, 10 of whom
provided additional information and clarificatioarthg site visits.

Face to face interviews: 10 homes:

61 care home staff (in 9 individual interviews d&lgroup
interviews)
7 residents

3 relatives

Ethical approval
When managers signed up for the GSFCH programme wleee advised that the

process would involve an evaluative component &edirhportance of this to future
development was noted. This was seen as an inmparteans of self evaluation as
care homes would be able to use this data to mottigr own progress, a model
successfully adopted in primary care evaluationsthef implementation of GSF
(Thomas & Noble 2007). Consequently managers wekedato indicate that, when
they agreed to participate in the GSFCH developrpsrgramme they would also be
willing to take part in the evaluation process.

The audit data were classed as a service evaluatidnin line with NHS ethical
approval guidance (www.corec.org), formal COREC rapal was not necessary.
Multi centre ethical approval (MREC) was, howegined for the case study phase
of the evaluation as the research team would beoapbing staff and residents, some
of whom might be defined as vulnerable. Ethics aparwas granted in August 2005
(MREC No. 05/MREQ7/68).
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At all stages data collection was conducted in afaace with good Research
Governance which met university and NHS standardsthe study was registered
with the local NHS R & D consortium. Participantavg written consent and were

free to withdraw at any time.

In line with regulations for the protection of vehable adults the main researcher
(FB) had a Criminal Records Bureau (CRB) checkn(ai ethical approval revealed
that care homes, as mainly private organisatioosgiging care to (often) self funding
customers, do not readily fit either with the hleaklervices, nor the recently
established health and social care structurestfocad approval of research studies.

This raises challenges for future research wotkisarea.

Data Analysis

Quantitative data from the audit surveys and ADAI towere stored and analysed
using SPSS (Version 11) and Baseline Audit dataleaded manually. Audit 2 and

the Final Audit tools were developed to facilitatectronic scanning of data, however
technical difficulties in these relatively new s#sis meant this was not always
possible and all data was double checked for acgura

Descriptive statistics were used to summarise #yedontextual data (e.g. number of
beds, GP practices) using percentages to showrtipompions and median and range
as the measures of central tendency and distrilqutiespectively. Inferential
statistical tests were used to examine group @iffees. Non-parametric tests were
used due to evidence of skewness in some of thablas. Differences between those
who completed the audit and those who did not vex@mined using the Mann-
Whitney test for ordinal variables and the Chi-gqutest or Fishers Exact test for
categorical variables, as appropriate. Comparisbstudy variables between baseline
and follow-up were made using the Sign test foir@aiddata and McNemar Test for

categorical data. The level of significance wasasgi<0.05.

Qualitative data, interviews and field notes, wsubject to content analysis in which
key themes and sub themes were identified and gubdigr ease of analysis. The
NVivo program (Version 2) was used for the init@ding of data, and the coding

process was largely driven by the thematic areéstexe to GSFCH which were
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explored in the semi-structured telephone and fadace interviews, in line with the
template approach (Crabtree & Miller, 1992). Twonmbers of the evaluation team
conducted independent content analysis of fivestiapts before jointly forming an
initial coding template. Modifications were madetie coding template as the whole

body of data was analysed and codes were expamdetbsumed as necessary.

24



SECTION 3: FINDINGS (1) BASELINE DATA

This section reports the findings from the basedinerey undertaken in participating
care homes prior to the introduction of the GSFC@bpamme. To put this data into

context a brief overview of the care home sectpriavided.

Overview of care home sector
The overall profile of care homes for older peoisleehanging rapidly. Despite the

ageing population, fewer people are living in dapenes and the adult care sector has
contracted substantially over recent years, capatci004 was 16% lower than in
1996 (Laing & Buisson 2004). Simultaneously thanber of single ownership
homes has decreased and the sector is increasiogiynated by homes belonging to
larger groups (Laing and Buisson, 2004). Table dicates some of the changes in
adult long stay care populations over recent yeh@ gh there are acknowledged

difficulties in obtaining accurate data (Help thgesl 2006).

Table 1: Adults in long stay care

Population type Area Numbers Source Date

All adults ’ UK 525,900 Laing & Buisson 2001
All adults UK 486,000 Laing & Buisson 2004
Older people in | UK 410,000 OFT based on 2005
care homes regulators’ 2004 data

Older people in | England| 381,083 CSCl 2006a
care homes October

Data on care homes for older people in Englandalsvénat just over two thirds of
homes are personal care with one third classeduesing care (Table 2). These
proportions have recently been confirmed in a letaley (Rodrigueet al, 2007).

Although one third of care homes in England aresteged for nursing, 42% of older
people in care homes are in nursing homes, therdiite being due to the larger

average size of nursing homes compared to persanahomes (Table 2).

" Includes elderly and younger physically disabledll sectors of long stay care; private, publid an
voluntary, including NHS.

8 Higher numbers are sometimes reported possiblgusechomes can register the same place more
than once if places can accommodate more thanlieme group. Numbers in Tables 1 & 2 differ
reflecting difficulty in obtaining precise data.
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Table 2: Care homes for older people in England 20 06 (CSCI, 2006b)

Type of No. of % of No. of % of total Average
home homes total licensed beds beds per

homes beds. home
Personal care 7201 70.4 191,303 58.0 26
Nursing care 3010 29.4 137,908 41.8 45
Non-medical 11 0.1 250 0.06 23
Totals 10222 329,461

The care homes in GSFCH Phase 2- Baseline Data

Care home coordinators completed Baseline Auditelwprovided an overview of
the homes in the programme and facilitated compangith existing profiles of care
homes for older people. Of the 95 care homes igatd up to take part in Phase 2,
79 homes completed Baseline Audits (see TableMB)st of the homes that did not

return an audit subsequently withdrew from the paiognme.

Table 3: Characteristics of study homes and reside  nts

Characteristics of study homes and residents
N=79 Homes which returned Base Audit
Ownership N= (%)
Part of a group 52 (66.7)
Single ownership 26 (33.3)
Missing 1
Type of home
Nursing home 40 (50.6)
Dual registered 37 (46.8)
Personal care 2 (2.5
Number of places
Median 45
Min-Max 20-150
Residents’ average age
90 & over 4 (5.7)
85-89 25 (36.2)
80-84 27 (39.1)
75-79 7 (10.1)
Under 75 6 ( 8.6)
Missing 10
Average length of stay
2 years or more 34 (47.2)
13-23 months 24 (33.3)
7-12 months 11 (15.3)
1-6 months 3 (4.2
Missing 7

Two thirds of homes were part of a care home gneiip the remainder in single

ownership. On this indicator the study homes dififem all care homes where single
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ownership homes predominate, though nursing homeesnare likely than personal
care homes to be part of a group (Laing & Buissod42. Half described themselves
as nursing homes and just under half were duastesgid. Just two homes were care
homes (personal care). The category 'dual reg$téire. homes offering nursing and
personal care) no longer exists, and homes witkimgirbeds are classified as care
homes (nursing) but the term ‘dual registeredtii ssed by staff. Almost half of the
homes were registered for terminal care (36/77-24%.8hough part way through the

evaluation this registration category was discar@thby CSCI.

Total bed numbers in participating homes rangenh 2@ to 150, with a median of 45.
Recent survey data (Laing & Buisson 2004) reveatedverage number of 44 beds in
nursing homes but noted that the size of homes in@easing, therefore on this
measure the homes in GSFCH are representative. @myquarter of homes had
more than 56 beds. Numbers of designated nursidg tvere slightly lower with a
mean of 37. Three quarters of residents were wamerthe average age of residents
across the homes was 81 years. In almost one dhindmes residents’ average age
was 85 or more. Almost all residents spoke Englista first language. Just less than
half of homes stated the average length of resistagtwas over two years, but one in
five homes stated the average stay was one ydéasor

Together these data indicate that the homes irptbgramme reflect the profile of

care homes for older people in England (Sidetl 1997).

Contact with primary care services varied. On ayerdomes worked with four GP
practices but one third of homes (35%) liaised yut one or two practices. Almost
one in five homes (17%) liaised with 10 or morecticiesand in one home residents
were registered with 12 different practices.

A third of homes (37%) offered transition experienic nurses who qualified overseas
and eighty percent of such homes had transitiosasucurrently in post. This is an
important point in terms of staff skill mix as thgsoup of staff will be learning UK

working practices.
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Location of dying
Almost all homes provided data on the number ottdea the six months prior to

starting GSFCH. This revealed that, on averageresilents had died (range 0-30).
Of the 817 residents who had died in the 79 hom®8% had died in the care home,
21% in hospital and one (0.1%) in a hospice.

These figures reflect data on the place of deatlcané home residents in earlier
studies (Sidelkt al, 1997). Recent data on residents’ place of deattne English
county revealed that 70% of deaths occurred incdre home, 29% in hospital and
1% in a hospice (Froggatt and Payne, 2006). Difiege between Sidedt al's (1997)
and Froggatt and Payne’s (2006) figures are prghbdnt to the inclusion of personal
care homes in the latter survey, which are likelyhtave a higher proportion of

hospital deaths.

Preferred place of care
At baseline almost one third of respondents stdtatiresidents did not always die in

their preferred place and contributory factors wiaraily carer issues, the need for
improved symptom control and ‘other’ factors. Instltatter category respondents
indicated that admission was sometimes due to tipoaers’ decision to send the
resident to hospital. One respondent stated thmaesmes practitioners did not know

residents and 'overruled' staff, family and somesimesidents’ wishes.

After Death Analysis (ADA) -Baseline
Seventy five pre GSFCH ADAs were returned whichvmed details of the

circumstances of the deaths of 366 residents, deimgrthe five most recent deaths

among care home residents between January an@006e

Table 4. Place of death of care home residents  [ADA data]

Place of death of care home residents

Type of home:
Nursing home| Dual registered Personal Total
Place of death N= (%) N= (%) care N= (%)
N=

Care home | 158 (84.0) 132 (79.0) 4 294 (80.5)

Hospital 29 (15.4) 34 (20.3) 6 69 (18.9)

Hospice 1 (0.5) 0 0 1 (0.3)

Other 0 1 (0.5) 0 1 (03
Total 188 167 10 365

Missing =1
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Overall 18.9% of deaths occurred in hospital (Table80.5% in care homes and
0.3% each in hospices or resident's own home (@ahdeach). Percentages differ
slightly from the data produced by the Baseline ifadbove because of different
methods of data collectiofi.e. focusing on actual deaths) but the figures almost

identical. Nursing homes had the highest percentdgesidents who died in the care
home (84%), in ‘dual’ registered homes the figuresw9% and in the two personal

care homes six of the 10 deaths occured in hospital

Residents’ diagnoses and cause of death were egtoing a classification adopted
by Seymouret al, (2005) and based on National Statistics categohat with the
addition of two additional categories, dementia &vld age/frail’. Seymouret al
(2005) noted that although dementia is an importamt increasing cause of death
among older people, it is rarely recorded as a gmyncause of death. ‘Old age/frail’
was included as a category because respondentshesedterms as descriptors when
completing the ADA, often for residents who hadatioer diagnosis.
Dying residents main diagnoses were:

o Cancer (24.7%),

o Cerebro-vascular accident (22.8%)
o Dementia (15.9%) and
0

Circulatory problems, excluding CVA (11.9%).

Dementia was the most frequent secondary diag(®8i9%) followed by circulatory
problems (12.2%), cancer (9.4%) and respiratorplpros (9.1%).

Diseases of the respiratory system, typically cir@sttions, were the most common
cause of death (24.9%), followed by cancer (21.52tgaths due to CVA and
circulatory system occurred in 13% of residenthwifch diagnosis.

Dementia was only recorded as a cause of death3h ®f residents while ‘Old
age/frail’ was the cause of death for 8.3% of resid. Some respondents noted that
diagnosis and cause of death were assumed beczsidents did not always have a
definite diagnosis and staff may not know the caakedeath, especially when

residents died in hospital.
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Over one in five (22%) residents had been in the temme for four weeks or less
when they died, 41% had been in three months ar lagotal 60% of residents had
been living in the care home for one year or leeemthey died but 28% had been

there for over two years.

Table 5: Crisis events and crisis admissions [ADA data]

Crisis events and crisis admissions in the last six
months’ of life
Crisis events Crisis admissions
N= (%) N= (%)
None 153 (53.5) 183 (62.9)
1 81 (28.3) 84 (28.9)
2 38 (13.3) 17 (5.8)
3 or more 14 (4.8) 7 (2.4)
Total 286 291
Missing 80 75

Just over half of residents (53.5%) had no crigenés in the six months before they
died; (Table 5) 28.3% had one crisis event, 13%thadand 5% had three or more.
Of the 291 deaths for which data was provided, 8% no crisis admissions to

hospital but 29% had one and 8% had two or more.

Care
Data on four key areas regarded as important bzt team for optimal end of life

care were collected using the After Death Analys@. These were advanced care
planning, arranging for anticipatory medicatiorg thse of a care pathway for the last
days of life and whether written information hacktbegiven to families. These four

areas are all structural issues, process issuedsareelevant to end of life care but at
this stage the focus was on structural issues. ID@tahomes which returned baseline
ADAs reveal that PRN (i.e. as required) medicataa been prescribed in 50% of
deaths that occurred in the care home and an agdarare plan was in place for over
one third of residents. A last days of life pathwags used in 12% of deaths and

written information was given to fewer than ondiue families (Table 6).
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Figure 6: Care items at end of life - residents dy  ing in the care home

Care item N= (%)*
(n=294)

Advanced care plan Yes | 102 (36)

No 184 (64)
‘As required’ medication Yes 141 (51)
prescribed No 136 (49)
Last days of life pathway in | Yes 34 (12)
place No 255 (88)
Written information given to| Yes 44 (15)
family No 237 (85)

*Numbers may not t28¥ due to missing data.

Motivations for participating in GSFCH

Motivations for participating in GSFCH and antidpa outcomes from the
programme were captured by five open-ended questbrihe end of the Baseline
Audit. Content analysis was used to identify tleies and these are presented below.
Baseline Audit questionnaires were completed eibdyenurse managers and /or the
designated GSFCH coordinator who was usually aoserggistered nurse and

respondents’ views may not be representative ardataff.

All 79 respondents answered this question, revgdhat the predominant reason for
participation in GSFCH was to improve the qualitycare for residents at the end of

life; almost every response included the words litgiar ‘improve.’

To improve the quality of end of life care withiretnursing home.
[Home 83]

You have to get palliative care right, you do navé a second chance.
[Home 56]

Aspects of care which were seen as integral tatguaére residents’ having a choice
of place of care, giving attention to people’s digrand respecting their wishes
regarding end of life care. While most responsesuidged on residents’ needs, a

number mentioned family or staff:

To enhance the care offered to the clients and fhaiilies — as well as staff
within the nursing hom¢Home 96]
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To take advantage of the education available tet@if to improve palliative
care within our homgHome 35]

Educational opportunities within the GSFCH prograanwere valued both for the
increased knowledge and the extra confidence thaas hoped staff would gain. A
number of respondents believed their homes cuyr@ntivided good quality care and
expressed a commitment to keep up to date withgdsam palliative care because
there was always scope for improvement. Some havees currently implementing

an integrated care pathway (e.g. Liverpool Caréway (LCP)) for care in the final

days of life and felt that the GSFCH complementhis.tSmaller numbers of

respondents referred to the increasing dependemciesadents when admitted,

alongside greater numbers admitted in the lasiestdgheir lives and these factors
had driven their interest in GSF:

We are now caring for more residents with complex ef life needs due to a
lack of local resourcegHome 61]

We are having more terminally ill patients referréal us. We have good
standards of care but | feel there is room for impgrment and would like to
see better communications within the homes andatitér related disciplines
that could help ugHome 94]

A number of respondents felt that the GSFCH offesediseful framework for
assessing the needs of dying people irrespectivaddrlying pathology. GSFCH was
seen as providing the support and necessary frarkewo support care home
residents, the majority of whom do not have caradl often die from multiple
causes:

Having reflected on care given to residents andtregs | feel it is necessary
to improve knowledge and confidence of myself andas and carers.

Nursing homes have been overlooked and | feel avéhortage of palliative

care beds the resources are available in the homéch is promoted as part
of the community needsiome 76]

Palliative care has been largely focused on advdno®alignant disease,
however, there is a much wider relevance... for tdiewith different
diagnoses[Home 81]
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As a specialist nurse practitioner in gerontologpave always believed in the
‘hospice’ style philosophy being utilised withinrging homes, for residents
who do not necessarily have a diagnosis of canoerabe at the end of their
disease process and /or aging procg¢s®me 29]
Finally two respondents expressed the wish that@$would help raise the profile
of nursing homes and result in greater acknowledgprof their role in providing the

full range of nursing care for older people.

Anticipated benefits from participating in GSFCH
Over half of the 75 respondents to this questidicigated improvements in care for

dying residents as a result of participating in GHE Improvements in care were
anticipated from the training incorporated in th8RK&H programme and links with
facilitators and other care homes. It was hoped tha educational elements of
GSFCH would improve staff awareness, their confegeand team working both
within the home and with primary care teams andcigfist palliative care
practitioners. Around a quarter of respondentsdcitee protocols and structured
frameworks offered by GSFCH, anticipating that ¢he®uld enable them to provide
a better, consistent quality of end of life caren§equently residents, their families
and staff would be better supported and their dygaind choice respected. Examples

of comments include:

A greater awareness of and a more structured apghrda the quality of care
we are giving to our residents in the last stagetheir lives.[Home 19]

Greater awareness amongst staff of the dying psaad how to aid a ‘good’
death, reduced hospital admission in end of lifeecanproved relations and
contact with community support tearftdome 50]
Four respondents expressed the wish that adopti@gGISFCH would help them
reduce hospital admissions and a similar numbeedhapwould help them provide
enhanced emotional support to families, residemtstaff. For one manager the
GSFCH was seen as a means of empowering dyingergsitb express their wishes
with regard to their place of care, their placeleath and who should be with them in

the final stages of life. The hope was:

That both patient and their families find deattitdd easier, they have dignity
and choice of how and where they die. And thaf stakive more information
and training to enable them to deal with care af ttying and how they deal
with death e.g. their feelinggdome 49]
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Responses to this question elicited fairly genersponses and homes were invited to
identify one change that would improve the caremd of life residents and one that

would improve the environment for staff.

Improvements for residents and staff
A quarter of respondents suggested residents’ aaukl be improved by addressing

factors related to staffing (n=19). Over half oésk respondents identified the need
for more care staff so that time could be devotedbding with dying residents, in
particular for those without family visitors. Remaig respondents felt that care could
be improved if staff accessed training on pallatsare and/or bereavement. This
latter area was seen as particularly important asuld improve staff’'s capacity to
support families with whom they had built up meafin relationships over a period
of time. Bereavement courses were also valuedHeir fpotential in helping staff
explore and understand their own reactions to death

Twelve respondents hoped for changes to medicagdastydfor example all residents
registered with the same GP. Improved communicatianchanges to the out-of-

hours services were suggested by a number of rdepts

Sort out ‘out-of-hours’ service — good care givgndwn GP and home’s own
staff breaks down when out-of-houitdome 6]

Though one home identified current progress indhés:

GP practice acting in concert with us, particulartyrelation to prescribing.

This is much improved with new GP who is lead f8FG her practice.

[Home 17]
A need for proactive, well-planned care was citgdl® respondents, some of whom
suggested the use of a care pathway to aid sympbef and ensure inappropriate
treatments were discontinued. Eight respondentstifteel the need to have readily
accessible controlled drugs as this would facédit@tnely and effective pain control,
with many suggesting homes should be able to hoktoak of commonly used

controlled drugs

Better provision of drugs available out-of-hourgheiut having to plan ahead.
[Home 15]

9 Homes can hold stock controlled drugs only withceme Office licence. One home had a licence.
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Improvements to accommodation were identified, witlo homes indicating that
dying residents were sometimes cared for in sheoeohs which was not acceptable

and five respondents wanted a dedicated ‘Relatvas.’

Preventing ‘unnecessary hospital admissions’ wésdcby six respondents as the
improvement they felt would have the most impactemmancing residents’ care.
Improvements suggested by small numbers of respsmdaeere realistic funding for
people receiving end of life care, better accesspecialist equipment, to help
residents understand that the ‘end of life’ is metessarily traumatic and the need to

improve communication generally or with specifiogps of practitioners.

Motivations for participation - data from the basel ine ADA
Additional motivations for participating in GSFCHeve revealed in the ADA

analysis and case study interviews during whicmallsnumber of residents’ stories

were provided by staff in some homes. For example:

‘Sudden deterioration/collapse 999 transfer to htzdpNo clear preferences
stated by resident on admissiofHome 78, case 2]

“This lady became acutely ill. Out-of-hours servidid not attend. Unable to

help her symptoms. Emergency admission to hosiidiald within %2 hour

[Home 94, case 1]
Typically these situations arose because the absaina written record of residents’
or families’ wishes resulted in staff adopting tkhefault position and alerting
emergency services. A desire to prevent such oscces appeared to be the
motivation for some homes participating in GSFCQtshould not be forgotten though
that distressing deaths were in a minority and @ehcdeaths in care homes were also
recorded:

Both daughters present at her death, quiet digmifleath[Home 37, case 3]

Excellent rapport with family. Resident had difftguin communication.
Family chose for resident to stay and die at casmb.[Home 56, case 3]

Nevertheless, Baseline Audit, ADA and workshop infation revealed that staff felt
that all residents were entitled to a peacefulldead no one should die in distressing
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circumstances. So although crisis admissions tpitabsand distressing deaths were
not common, the fact that they occurred at all gled motivation to participate in
GSFCH.

During workshop discussions many care home staffcriteed the increasing
dependency of residents on admission; confirmedegent care home audit data
(Bowman at al 2004). Related to this, a proportmn residents are admitted
specifically to receive end of life care in NHS @i@d continuing care beds. In these
circumstances it is even more important that endifef care is discussed and
advanced care plans are made. Conversely thosdéngth of stay decreases there is
less time in which staff and residents can build refationships to enable the
necessary conversations to take place. These f$adontributed to managers’

decisions to participate in the GSFCH programme.

Facilitators’ views of GSFCH at Baseline

The majority of GSFCH facilitators had been faatiihig the introduction of GSF in
primary care practices. Most facilitators had addptither by choice or allocation,
the GSF/GSFCH facilitator role in addition to themain employment as nurses or
GPs but there were a small number of full-time G&tftlitators employed by PCTs.
Consequently the amount of time facilitators coalldcate to the GSF varied from
full time to four hours per week. Some full timecifdaators were part of care home
support teams located in a PCT or Local Authoritgial care and health departments.
Part time facilitators were in the main speciapstliative care nurses with a small

number of GPs.

Most part time facilitators in Phase 2 GSFCH eledte adopt the role but two were
nominated and expressed concern about their atolitpeet the demands of the role.
Some had little previous contact with or knowled§e¢he care home sector. Twenty-
eight of the 37 facilitators provided data on thexpectations of GSFCH and their

responses are summarised below.
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Facilitators’ expectations
A major theme to emerge was the hope that GSFCHdwmprove communications

in particular between care homes and NHS servioefyding primary care trusts,
primary health care teams, out-of-hours services, palliative care services. Five
facilitators anticipated improved communicationvbetn all those involved in the
care homes sector, while four anticipated impros@tmunication with residents and

their families and within and between care homengea

Facilitators felt that care home staff had limiteccess to palliative care training,
highlighting two staff related issues. The hopd tB&FCH would increase education
and training to care home staff was expressed ecahsly, that GSFCH would raise
the profile of palliative care in care homes, thgremproving staff morale and

confidence, thereby empowering staff. One facoiteguggested that the programme
would help promote proactive rather than reactive @f life care and another thought

GSFCH could improve job satisfaction among cart.sta

Almost all facilitators expected that GSFCH woutdprove the quality of palliative
care for older people in care homes. Some faalisasuggested that older people in
care homes were at risk of receiving poorly coatid end of life care. A few
facilitators identified existing barriers in residg’ access to services:

Hope that GSF. ...will demonstrate that residentgare homes are
effectively in their ‘home’ and should not be temhtdifferently to
patients living independently in the communitytarms of accessing
all community service-acilitator 3]
Almost half the facilitators anticipated that GSF@téuld enable residents to end
their life in their preferred place of care, resutin fewer emergency hospital
admissions for residents at the end of their livdgs was summarised succinctly by
a facilitator:

‘A reduction in death-bed hospital admissiorigacilitator 28]

Changes cited by smaller numbers of facilitatorgluded improvements in

coordination of services, increased awarenessefdhge of services available for
palliative care support and the hope that GSFCHIadveeduce the isolation of care
homes from the rest of the health service.
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Facilitators’ Concerns
Twenty four facilitators reported concerns relatitegthe introduction of GSFCH.

Three major themes emerged:

* The level of support homes would receive from GRs11)
» Concerns about the levels of staff turnover in ¢temmes, which may hinder
the introduction of GSFCH (n=10)
» Facilitators’ abilities to devote the necessaryetiim support homes
introducing GSFCH (n=10).
Concerns about the extent of GP support for GSFa@hyjed from fears that GPs
would show ‘little interest’ in the programme tonoerns that GPs may actively resist
any involvement in supporting homes. Some facditst identified potential
difficulties in encouraging GPs to prescribe aptitory medication and two
identified difficulties with out-of-hours serviceginally two facilitators suggested

that homes which liaise with several GP practiceghtrbe overwhelmed by the task.

High levels of staff turnover in care homes wasdaias a potential problem by almost
half of facilitators (10/24), in most cases statidg, i.e. care staff or qualified nurses,
was not specified, but problems were anticipatedménagers or the GSFCH

coordinator, usually a senior registered nursengéd.

Ten facilitators expressed concerns about the ahaditheir time required to provide
adequate and effectivgupport to care homes involved in GSFCH, somecatitig
that they had limited previous involvement with ttere home sector and with one
acknowledging that she was onsteep learning curvéerself. Additional concerns
expressed by smaller numbers of facilitators inetutears that care home staff would
be unable to implement GSFCH because of time amer oésource constraints (n=5)
while others questioned whether effective managénsémictures existed within
homes; seen as essential to ensure that GSFCH atgash a ‘paper exercise’ but
sustained and embedded within the home beyondriae@SFCH workshop, seven
months after the first workshop. Three facilitatexpressed concerns about optimal
means of addressing the varied levels of educdtimeds within care homes and lack

of health service resources generally to suppatgmlliative care.

One facilitator’'s view that there was:
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‘Poor understanding of the principles of palliatigcare in many care homes

and what constitutes a ‘good deafRacilitator 31]
was confirmed by two other respondents. At the same one facilitator suggested
that the homes which would benefit most from GSR@ild be unlikely to join the
programme. Adequacy of resources to support botRGESimplementation and the
potential increased demand for services was questioas was the tendency of
government departments to demand rapid implementadf initiatives such as
GSFCH and the LCP, without the necessary longen tetrategic view, financial
resources or acknowledgment that changes of tredapd magnitude of the GSFCH

are not instantaneous.

Facilitators’ roles
One facilitator explained how important it was tesere that managers understood

that involvement in GSFCH encompasses far more dltt@nding the four workshops
and includes access to a range of support, traiamdy materials. In addition local
meetings with other care home managers and neiginigoiacilitators, can potentially

provide supportive contacts and information.

This facilitator developed a GSFCH computer foldenjch each home received. The
folder was divided into subfolders structured ambtime GSF ‘7 Cs’ and covered all
the information a home was likely to need to impatnGSFCH. Files included all
GSF materials, links to local and national policiesd programmes, protocol
examples, template letters, leaflets, details flsgdp groups and a template for an
advanced care plan. However, reliance upon infaomand support via computer is
not always appropriate for care homes; one surgpgrted that 38% of nurses in the
independent sector had no access to a computesedluvho had computer access
reported this was often shared with others (RCN520

She also offered each home a standard packagdoomition and support through
four facilitator-led meetings at the care homentiwaduce the GSFCH. In addition to
the GSFCH materials, homes were provided with thecrivlllan 'Foundations in

Palliative Care' pack, a basic training pack in eflife care for all care home staff.
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Homes were helped to identify their training neadd if these could not be met by
existing training, specific training could be amgad. Staff were also notified of any
training and associated funding to cover staff caostreimburse homes who released
staff to attend. The facilitator was also planniagnvite staff from Phase 2 homes to
the forthcoming local GSFCH Phase 3 meetings, hppinat this would help to
sustain the link with facilitators and provide adzhal support and networking for
staff. Maintaining links with homes to help sust@8FCH was seen as particularly
important partly because this facilitator's Phasefes had all experienced a change
in coordinator. The self-selecting nature of thenke in Phase 2 GSFCH is illustrated
by the take up rate reported by this facilitatdrfbee 136 homes that were invited to
participate in Phase 2, only seven signed up awndofvthese withdrew after the first

workshop, giving a response rate of 3.6%.

Summary

This section has summarised the contextual dalactetl at Baseline from the 79
participating homes. This included factual inforioatabout the care homes and the
residents.

1. Through the ADA survey, the data on the last fieattls in the care home
give an indication of the nature of the deaths models of care giving in the
homes.

2. Care home managers, coordinators and facilitatargtivations and
expectations of participating in the GSFCH prograan have been
documented.

3. Facilitators views and expectations of the GSFCHhat outset indicate a
desire to improve end of life care.

4. Facilitators express concerns about a range ofssshat may impact on
implementation of GSFCH including the potential gogp from GPs, staff
turnover in homes and facilitators’ capacity to egithe time required for

optimal support.
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SECTION 4: FINDINGS (2) AUDIT SURVEY DATA

This section reports on the outcomes from the auitey data collected over the one
year of the project. As noted in section 2 the gebplan was to gather audit data at
three points in the programme to monitor progresstbrough the GSFCH
development programme and associated introductiotiheo GSF into participating
care homes. This was to enable comparison of quepast test data to indicate the

extent to which homes had progressed.

Of the 95 homes signed up to take part in the GSF&Hreturned some audit data at

different points in time as illustrated in Table 7

Table 6: Homes returning audit data  (Baseline, Audit 2, Final Audit)

Audits returned n %

Baseline, Audit 2 & Final Audit * 4( 42
Baseline, Final Audit * g 9
Baseline, Audit 2 ** 10 11
Baseline only ** 20 21
Audit 2 and/or Final Audit 4 4
Total returning any Audits 83 87
No Audits returned 12 13
Total 95| 100

* Evaluation complete n=49, ** Evaluation not cdete n=30

Analysis was carried out to identify whether hontiest completed the evaluation
differed in any of the baseline indicators from f@nthat did not complete the
evaluation. Homes that did not complete Audit 2 &ivthl Audit were more likely to
have not followed through the GSFCH programme ohdwe dropped out of the

scheme.

It is important to note that experience of GSF ienmpéntation in primary care
revealed that some practices which joined the piogne hoping to complete during a
specific time period did not achieve this. Somehefke practices chose to opt into the
GSF programme again at a later date. As indicatdelgure 4 (page 29) a similar
pattern emerged in this Phase of GSFCH. The rattiBaseline Audit forms from
Phase 1 (Pilot), some completed many months poithe start of Phase 2, indicated
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that some homes were not GSFCH naive. This is nptollem; in reality it is
inevitable that some homes will drop out and cargirmplementation of GSFCH at a
later date. However, it does pose challenges &rareh in that definitive ‘beginning’

and ‘end’ points are not so easily identified.

An important issue here is whether there were Baggmt differences between those
who completed each phase of the GSFCH programmethen@ssociated audit of
progress, described as ‘completers’, and thosewdre classed as ‘non-completers’
for the purposes of the evaluation. These defimstiare derived for research purposes.
This will help identify factors that may inform tiner development work.

For this analysis, the 49 homes that completed Baeline and Final Audits (*) are
compared with the 30 homes that did not comple& dhaluation (**). For this
comparison it was necessary to have Baseline Aladét, so homes that did not return
any audit data (n=12) or only returned subsequedits (n=4) have been excluded.

The results of this analysis are shown in Table 7.
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Table 7: Comparison of care homes w
Evaluation of GSFCH Phase 2

hich did and di

d not complete the

Response Evaluation | Evaluation Test result
Not Completed
Completed | % (n=49)
% (n=30)
Ownership of Home Group 71 63 407 C
Single ownership | 29 37
Type of Home Nursing 41 58 149 C
Dual registered 59 42
Total number of beds Median 49 43 243 MW
Range (31-74) (20-150)
SD 10.2 20.8
Number of nursing beds Median 37 35 578 MW
Range (0-63) (0-150)
SD 14.6 22.3
Have a coordinator for end of life care? Yes 31 41 .388C
No 69 59
Have an up to date care register for End of Yes 3 21 .043* F
life care? No 97 79
Advanced care planning undertaken? Yes 53 51 .842 C
No 47 49
Routinely discuss ACP with patients? Yes 60 63 772 C
No 40 37
Home’s ability to address residents’: Very good-/Good | 90 96 493 MW
- physical needs (grouped data, statistica| Average/Poor/Very] 10 4
test carried out on ungrouped data). poor
- emotional needs Very good/Good| 57 73 112 MW
Average/Poor/Very| 43 27
poor
- social needs Very good/Good | 47 76 .005* MW
Average/Poor/Very 53 24
poor
- spiritual needs Very good/Good | 38 48 .285 MW
Average/Poor/Very| 62 52
poor
Do you send a routine handover form to oytYes 0 17 .022* F
of-hours provider? No 100 83
Do you have problems accessing daytime GPes 29 9 047 F
services? No 70 91
Do you have problems accessing out-of- | Yes 71 56 .189 C
hours GP services? No 29 44
Are you using Macmillan ‘Foundations in | Yes 14 18 757 F
Palliative care.’ Training? No 86 82
In relation to end of life care rate: Very good/Good | 63 63 591 MW
Quality of support offered to family? Average/Poor/Very| 27 27
poor
Quality of support offered to staff? Very go@dabd 47 55 .540 MW
Average/Poor/Very| 33 45
poor
Quality of team work in the care home? VerydjGood 70 79 .059 MW
Average/Poor/Very 10 21
poor
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Response Evaluation | Evaluation Test result
Not Completed
Completed | % (n=49)
% (n=30)

Use an agreed protocol for the last days off Yes 33 51 .140C
life No 67 49
Using LCP? Yes 7 19 .188 C

No 93 81
Authorise anticipatory medication? Yes 23 39 156 C

No 77 61
Discontinue inappropriate medication in lastYes 76 90 116 C
days of life? No 24 10
Inform family that entering the last days of | Yes 100 100
life? No
Current quality of end of life care for Very good/Good | 66 71 174 MW
residents? Average/Poor/Very 33 29

poor
Confidence in caring for residents with end Very good/Good | 43 67 .076 MW
of life needs? Average/Poor/Very 57 33

poor
Level of co working with end of life care Very good/Good | 47 61 077 MW
specialists? Average/Poor/Very 53 29

poor

Statistical tests: C= Chi squared, F= Fishers, MVinNWhitney

Significance set at p<0.05 significant result.= *

Comparison of home ownership, type of home, toed humbers and number of

nursing beds does not reveal any significant difiees between completers and non-

completers, indicating that on these measures, samigoth groups are similar.

Comparing the results of homes that completed tBE@H evaluation with those

which did not reveals that for a number of variableomes which completed the

evaluation were more likely to have in place at blaseline, elements of end of life

care which are identified in GSFCH. This includexving a care register for residents

in need of end of life care and using a routinedioaer form to notify out-of-hours

providers of residents near the end of life. THeedences between the two groups on

these measures were statistically significant. Bompleters were significantly more

likely to report problems accessing daytime GPisesy they also had more difficulty

accessing out-of-hours GP services but the level mad significant. The assessment

of the home’s ability to address residents’ socieéds also showed a significant

difference between the two groups, with homes whainpleted the evaluation rating

themselves higher at baseline.

A higher percentage of homes that completed théuatian reported good or very

good quality of team work in the homes, confideimcearing for residents at the end
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of life, and good or very good levels of workingthvend of life specialists. One in
five of the homes that completed the evaluationewalready using the LCP but

differences between the two groups did not reaghifstance.

It is of interest that a proportion of homes whparticipated in GSFCH, regardless of
whether or not they completed the evaluation, hindady adopted a number of
features that are recognised as components of guaadf life care. This may indicate
that these homes were already delivering elemehtthar end of life care in
accordance with the principles of the GSFCH. Thisdates that managers and senior
staff had existing skills or experience of endif&f tare and/or that homes already had
effective links with either GPs with an interestand-of-life care, or with palliative

care practitioners.

Pre and post comparison of homes which completed the
evaluation.

Comparison of quantitative data from the Baselime einal Audit reveal the extent to
which homes that completed the evaluation and metuidata (n=49) felt they had
been able to adopt and implement elements of thEGES Some questions were
asked at both the Baseline and Final Audit, bueigthfor example the question on
use of prognostic A-D categories was not asketiebaseline. This is indicated by

an ‘X’ in Baseline Audit column in Table 8.
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Table 8: Comparison of homes pre and post GSFCH

Do you have a care register for endes 21 88 .001* M
of life needs? No 79 12
Have you used the A-D categories? Yes X0 88

No 12
Are the A-D categories useful? Very X 61

Of some use 33

No 7
Do you have a coordinator for end Yes 41 83 .001* M
of life care? No 59 17
Routinely undertake advanced car&'es 51 77 .008* M
planning? No 49 23

Discuss possible transfer to hospital/preferred plee of care?*

With resident? Yes 81 87 .508 M
No 19 13

With GP? Yes 89 84 TJ74 M
No 11 16

With family? Yes 90 98 219 M
No 10 2

With staff? Yes 87 87
No 13 13

Discuss plans for cardiopulmonary resuscitation irthe event of cardiac arrest?

With resident? Yes 23 65 .001* M
No 77 35

With GP? Yes 42 71 .004* M
No 58 29

With family? Yes 38 81 .001* M
No 62 19

With staff? Yes 29 74 .001* M
No 71 26

Use of any form or tool for physicalYes 65 80 146 M

assessment? No 35 20
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Question Response Baseline | Final Test result
Audit Audit
% (n=49) | % (n=49)
Rate your home's ability to address residents:
Physical needs Very good/ good 96 98 .007* S
Average/Poor/very
poor 4 2
Psychological needs Very good/ good 73 78 170 'S
Average/Poor/very
poor 27 22
Social needs Very good/ good 76 78 .078 S
Average/Poor/very
poor 24 22
Spiritual needs Very good/ good 48 74 .006* S
Average/Poor/very
poor 52 26
Do you send a handover formto Yes 17 52 .001* M
out-of-hours provider? No 83 48
Staff attended'8 GSFCH Yes X 70
workshop No 30
Staff attended AGSFCH Yes X 75
workshop No 25
Staff attended other end of life Yes X 85
training? No 15
Are you using 'Foundations in Yes 18 52 .004* M
Palliative care'? No 82 48
Do you offer information leaflets toYes 27 36 344 M
family carers? No 34 64
Do you routinely give families Yes 92 97 625 M
information on what to do aftera No 8 4
death?
Do you have a protocol for the Yes 54 53 1.0 M
bereaved? No 46 47
If yes, do you use it? Yes 83 89
No 17 11
In relation to end of life care rate: Very good/ good 63 94 .001* S
Quiality of support to family carers Average/Poor/very
poor 37 6
Quiality of support to staff? Very good/ good 55 76 .004* S
Average/Poor/very
poor 45 24
Quality of teamwork in the care  Very good/ good 80 92 .089 S
home? Average/Poor/very
poor 20 8
Use of a protocol for residents in thées 51 78 .007* M
last days of life? No 49 22
Use of an integrated care pathway? Yes 19 59 .000* M
No 81 41
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Question Response Baseline | Final Test result
Audit Audit
% (n=49) | % (n=49)
Use of a procedure to use Yes 39 70 .002* M
anticipatory medicatiort? No 61 30
Do you conduct a medication revie¥es 90 96 453 M
for symptom control? No 10 4
Use of GSFCH advanced care plan? Yes X 79
No 21
Use of supportive care templates?  Yes X 74
No 26
If yes, where are templates kept: Yes X N=30
With existing resident record? No N= 2
As a separate record? Yes X N= 9
No N=13

Statistical tests M=McNemar test, S= Sign test.
Significance set at p<0.05 Significant result

The levels of engagement with the GSFCH programmeng the 49 homes which
completed the evaluation are indicated by the figdthat 70% of homes were
represented at the third GSFCH workshop and 75#eatinal workshopTable 9).

Eighty five percent of respondents stated thaf btadl accessed additional end of life

educational events, apart from GSFCH, in the preview months.

Table 9 indicates the extent to which homes adoptethents of the GSFCH. The
results show that almost ninety percent of homesusad the A-D categories. These
categories offer a way of identifying residentgmostic stage (i.e. years (A) months
(B), weeks (C), or days (D) before death). Estioratf residents’ prognostic stage
helps to enable the initiation of timely care pliangn Of those who had used the A-D
categories, 61% said they were very useful whilkiral said they were of some use.
Statistically significant changes (i.e. changesrttagnitude of which indicate it was
unlikely to have occurred by chance) are showhériumber of homes that post GSF
had a care register for end of life care, had adinator for end of life care and

routinely undertook advanced care planning.

No significant differences pre and post GSFCH wetad in the numbers of homes

which discuss preferred place of care with ressle@iPs, families or staff, possibly

12 Anticipatory medication is medication specificsgmptoms in the last few days of life.
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because these levels were already high at basblimesjgnificant changes are shown
in the proportion of homes that report they areculsing resuscitation plans with
residents, families, GPs and staff. At Baseline in@8% of homes were discussing
such plans with residents but at the Final Audio6ere having these discussions.
At Baseline the majority of homes felt their ald¢ to address residents’ physical,
emotional and social needs were either good or geond, but less than half (48%)
felt confident they were addressing residents’ i@l needs. This measure
demonstrated significant change (p=0.01), with three quar@rfiomes reporting

post theGSFCH programme that their abilities in this areaengood or very good. A

significant difference was also demonstrated irpoesents’ assessments of their
home’s ability to address residents’ physical negdh a number of homes which

rated themselves ‘good’ at baseline now rating gedwes as ‘very good'.

Improved communications with out-of-hours providengas indicated by the
percentage of homes that sent a handover formetatit-of-hours provider, a rise
from 17% to 52% (p<.001) during the programme. déased educational input is
indicated by the increase in homes that are usiagRoundations in Palliative Care’

pack for staff training, again a significant incsea

The quality of support to family carers, and thealgy of support to staff in the
context of end of life care showed significant imy@ments. There was judged to be
an improvement in the quality of teamwork in thema although not statistically

significant, possibly because this measure wasgddg be high at baseline.

Three other care items showing significant improgeta between Baseline and Final
Audit were the number of homes using a protocokésidents in the last days of life,
the number using an integrated care pathway, amdhtimber having a procedure to
arrange prescribing of anticipatory medication. reheas no significant increase in
the number of homes conducting a medication reviewt, levels at baseline were
high, indicating this is already normal practice nmany homes. Areas showing
minimal change following GSFCH included providingnfilies with written

information and having a protocol for the bereaved.
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Implications

The evaluation did not include a control group ofrfes, this would have presented
considerable practical difficulties in matching hesrand maintaining response rates.
Consequently on the basis of the quantitative datysis it is not possible to say
with certainty that the changes in end of life teticare and quality ratings are the
result of introducing GSFCH. Many homes were chaggand reviewing practice

continually as part of the normal cycle of qualityprovement and GSFCH was one
programme of many which may have been progressgitigeasame time. In particular,

some homes were implementing an ICP for end of ddee at the same time as
GSFCH. As a group these homes were already perigrmell on some indicators of

quality of end of life care, e.g. giving familief@rmation on what to do after a death,

indicating that they were possibly already in thecess of reviewing care.

Comparison of pre and post After Death Analysis (ADA) data

As with the Baseline and Final Audit data, mearuhgbmparison of the ADA data
could only be made by matching returns from theesaome. Both pre and post ADA
data were returned by 44 homes (220 cases). lidgth@unoted though that although
homes were matched in the analysis, different med@ats could have completed the
ADA.

In order to carry out statistical tests, a scores weoduced for each care iteamthe
ADA, based upon the grouped item data for each hgme and post GSF. For
example, if all five residents had an advanced p&ae the score was 100%, if three
out of five had a care plan the score was &0fb pro rata. Scores were also weighted
according to the number of cases returned. Scovestiomes that returned five cases
carried more weight than homes that returned fesases. Overall scores were then

compared using the Wilcoxon signed rank test.

In Table 9, care items identified in the ADA arstdéid 1-7. The analysis shows that
between the two time points there was a significdrange in the place of death of
care home residents, with a greater percentagey dtithe care home post GSFCH
(80.9% pre GSF; 88.5% post GSF). To ensure accuaaayysis of care items Nos. 2-
5 was conducted on data relating to residents v id the care home. In all four

care items it appears that there has been impletn@mtby some homes of key
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features of the GSFCH, with all four variables shmva statistically significant
improvement between baseline and follow up. Numlaédrsrisis events and crisis
admissions to hospital (Nos 6 & 7) also demonstthtg at follow up smaller
proportions of residents had either crisis eventa orisis admission. The change in

both measures was statistically significant.

Table 9: Pre and post test ADA analysis

No. | Care item Response Test result
Pre ADA Post ADA
n= (%) n= (%)
1 Place of death Z -4.358
Care home 178 (80.9) | 192 (88.5) | P .000*
Hospital 40 (18.2) | 23(10.6)
Other 2(1) 2 (1)
Total 220 217
Missing 2
Residents who died in the
care home n=178 n=192
2 Advanced care plan in place Z-5.30
Yes 67 (37.6) | 121(63.0) | P .001*
No 106 (61.3) | 71(37.0)
Missing 5
3 PRN drugs listed Z-2.543
Yes 94 (53.7) | 116 (60.4)| P .011*
No 81 (46.3) 76 (39.6)
Missing 3
4 Last days of life care pathway Z-7.119
Yes 28 (15.9) | 87 (45.8) | P .001*
No 148 (84.1) | 103(54.2)
Missing 2
5 Written information to family Z -10.355
Yes 35(20.2) | 101 (52.9)| P .001*
No 138 (79.8) 90 (47.1)
Missing 1
All resident deaths n=220 n=219
6 Number of crisis events Z-2.137
None 94 (51.9) | 126 (61.2) | P .033*
One or more 87 (48.0) 80 (38.8)
Missing 39 13
7 Number of crisis admissions Z -3.354
None 110 (62.1) | 151 (73.7) | P .001*
One or more 67 (37.8) 54 (26.3)
Missing 43 14

Statistical test — Wilcoxon

Significance set at p<0.05

Significant resutt

N.B. The statistical tests for items 2-5 were comneldon data grouped by home. Appendix 8 offers an
alternative representation of these results.
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The implications of these findings are that stafé aising the tools and skills
introduced during the GSFCH programme. Use of thiesds should result in
residents receiving planned, better quality entifefcare which is in line with their
expressed wishes. An increase in the proportidaroflies who are given information

indicates that awareness and delivery of careefgidents’ families has improved.

As with the audit datagaution must be used in interpreting these redeatause it is
not possible to attribute these findings whollythe implementation of the GSFCH.
For example, the higher proportion of residentsigyin care homes when compared
to hospital may be due to the impact of using ttf&FGH, or to other factors. For
example, during the workshops, interviews and caisdy visits, staff reported that
residents were being admitted at a far more advhrstage in their end of life
journey, consequently they had little time to getkhow them to establish their
preferences about care. Similarly, one nurse reddhat a PCT noticed an increase in
death rates in some care homes and asked for thdse audited. It was concluded
that the increase in rates was because the horddselea acknowledged as specialist
homes for end of life care. Consequently they veshaitting a greater proportion of

residents who were in last stages of their lives.

Summary
This section has reported the quantitative datéecteld in the audit surveys and

ADAs undertaken during the GSFCH development progna. These quantitative
resultsneed to be viewed with caution given the ‘real Woapproach in which it was
not possible to control for variables that may hawepacted on perceived
improvements in care giving. However the indicasiare that the care homes did
show progress in implementing improved end ofdédee.

1. Response rates are discussed to set the scendnefopré and post test
comparison that is drawn between Baseline and Falit from the 49
homes which returned these complete data sets.

2. A comparison of homes that completed the Baselméd Rinal Audit with
those which did not indicated differences in syst@mplace on a range of
variables that may influence uptake of GSFCH aélraes (Table 8).
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3. Of the homes that completed both Baseline and Fadit there is evidence
that homes had adopted a range of practices linkegse of the GSFCH
(Table 9).

4. The ADA tool demonstrates useful potential as amseof auditing end of life
care provision and indicating change over time.

5. ADA data indicated that, pre and post implementattd GSFCH, homes
demonstrated improved care planning and avoidahceses that may result
in admission to hospital.

6. There was a seven percent increase in the numbeesidents dying in the

care home and a reduction in the numbers dyingspital.
The following sections in which the qualitative alatre analysed and presented will

help to indicate the extent to which the changescame arose out of homes’

involvement in the GSFCH programme.
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SECTION 5: ORGANISATIONAL ISSUES (1) THE
CONTEXT

The context in which care homes are delivering & particular interest as issues
related to this will inform care homes in the figwrho wish to sign up to the GSFCH

programme.

The first part of this section uses data from man@gordinator telephone interviews
and case study site visits and explores four kegsarstaffing levels, team working,
training issues and working with local GP and mgsservices. The second part is

more wide ranging and additionally draws on audtad

Qualitative data: Manager/coordinator interviews and case study
Visits

As discussed in Section 2, the case study stadgkisofproject enabled the research
team to conduct a more in-depth examination ofcthr@extual issues informing this
work. Fourteen managers consented to a telepht¢eview (Figure 6, page 33) and

these were conducted between December 2005 andugfgbR006. Table 10

summarises the features of the 14 homes.
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Table 10: Features of homes in qualitative phase

Feature N=14
Type of home 13 nursing care
1 personal care
Ownership 5 single ownership
9 part of a group
Premises 6 purpose built
8 maodified with some purpose built
Location Within 13 primary care trusts and 8 stratégalth
authorities (as June 2005)
Urban or rural area 10 urban
4 rural
Number of residents 20 to 70 (mean 46)
Type of provision 1 Personal care

6 Nursing care
7 Nursing and personal care

Registered for terminal care| 7 homes
(nursing homes only)

Number of GP practices wit 6 homes - 1 practice
residents in the home 3 homes - 2 to 5 practices
4 homes - 8 to 10 practices
1 home - datanissing

Is primary care practice GSH? 10 homes - only ani@#® practice is GSF
3 homes - GSF status of practice not known/uatert
1 home - data missing

GSF coordinator 11 nurse manager
2 senior nurse
1 carer (personal care home)

GSF Facilitator in post 12 yes
2 no

By the time of the telephone interview two homedamger had a GSFCH facilitator
because facilitators had changed post and thehadenot been re-allocated. One

home identified a facilitator, but the individuahs/not known to the GSFCH team.

Some of the challenges to implementing GSFCH aleated by the large numbers
of practices with which some of the homes liaissal] the GSF status of primary

care practices.

Staffing levels

Coordinators generally reported their staffing lsweere at or higher than required
levels (Department of Health, 2003). Some homes, which d¢@dinuing care beds
funded by PCTs, noted that they were required i@ hgood staffing levels’. This
was not defined in staffing ratios although it wasted that the data collected at
interview did not always match the audit data. réheere differences in stated and
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actual staff available, for example due to sickvéeamongst staff. A few homes
offered placements to student nurses from localarsities This meant homes had
been subject to a local audit of capacity to suppmdents and is thus an additional
indicator of level of staffing and provision. Vai@ns in staffing were reported, but

generally levels were thought to be good:

We go through cycles where it is sometimes ditftoulecruit care assistants,
but at the moment we’re not having any difficultesd we rarely have
difficulties with qualified nurses, we tend to haviet of staff who stay for
more than 5 years, and then you get the ones wime @md go, more the care
assistants[Manager 59]

We are far in excess of what staff it is said wedfislanager 8]

One manager acknowledged that the staffing leuel®eahome were not necessarily

typical across the care home sector:

Yes, we are fully established. We are probablyasriee only homes in the
area that are [Manager 3]
While managers generally reported good or very gstadfing levels, on some site
visits it was apparent that in practice shortageaetimes occurred. Homes tried to

avoid using agency staff:

...we try very hard not to have agency nurses, weéhale a few agency
nurses, but we have requested from the agencywhatlways have the same
ones, so they know the nursing home well. We tryanbave too many staff
who have difficulty with the English language, hessathen we have problems
[Manager 54]
Several homes stated they did not use agencyadtaff and one manager commented
that some staff worked one shift a week while tihedin employment was elsewhere.
Homes felt they benefited from the skills and infiation these staff bought from

other health care settings:

...we also have bank staff, and staff who might dosbnift a week, and their
main employment is either district nurses or healiitors, so we have a
fascinating pool of knowledge, for example our riistnurse uses syringe
drivers all the time[Manager 54]

Administrative support in the homes was generajyorted to be good. Nursing and

care staff at one home [32] wergruggling a little bit’due to staff sickness and a
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planned cut in staff hours, but they still felt yhkad a good team. Residents and

relatives were not asked about staffing but somgenadoservations about this area:

They seem short staffed here, they don’t always bawugh, they have two on
when they should have four fResident A]

While a relative commented:

They’re very good here, all the staff, but the caiseem to change quite a lot.
[Relative A]

Implications
Generally, the homes reported good staffing levels.possible that only homes with

good staffing levels agreed to participate in tH&FGH, or at least in the qualitative
phase. However, staffing is only one factor in iempénting GSFCH and other

factors, such as a motivated facilitator and cowtdir emerge as important.

Team working in care homes

Levels of team working in any organisation potdhtianfluence the adoption,
success and sustainability of programmes such aBCES To measure staff
perceptions of levels of team working in the homésch were visited a brief staff
questionnaire which incorporated a validated tearking questionnaire (TWQ) was
used (Borrill & West 2001). The TWQ consists of igdrt scale with 16 items scaled
1 to 5. Four areas of team working are identifi€thrity and commitment to team
objectives (3 items), focus on quality (4 items¢idion making (5 items) and support
for innovation (4 items). Scores for each areaaaded together and then divided by
the number of respondents to provide a team samreedch area. Table 11 gives

details of the four areas.

The difficulties in securing good response ratesnfrpostal questionnaires (May
2001), resulted in a decision to administer théf sftaestionnaire during fieldwork
visits to homes, when questionnaires were admneidtafter the staff interviews. The
majority of questionnaires were collected at thmetibut a small proportion were

returned by post.
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Table 11: Descriptors of objectives in Team Workin g Questionnaire

Area of team working

| Description

objectives

Clarity and commitment to team Assesses the extent to which teams are clear #ieiut

work-related objectives, the extent to which theycpive
objectives to be worthwhile and whether team member
share these objectives.

Focus on quality

The extent to which team membegaga in debate and
review processes to achieve excellence in decisinds
actions that they take to provide services. Itiisemsure of]
the degree to which team members feel that disoussid
debate within the team is constructive, and thante
members feel able to engage in the process of elebat
without being concerned that their contribution htige
ridiculed or ignored.

Decision making

The extent to which members of dzert feel they have
influence over decisions made in the team, theedefyr
which team members interact with each other orgalae
basis and the adequacy of information sharing astong
members of the team.

Support for innovation

The degree to which theneeibal and practical support
for the development of new ideas. Questions on this
measure refer to sharing resources, giving timecand
operating in implementing new and improved ways of
doing things.

Results from the Team Working Questionnaire

Sixty-eight staff from nine hom&s completed the TWQ but the numbers of
respondents from some homes was small. Gradeafotempleting the TWQ varied
from home to home, depending upon managers’ diefinsitof who was in the team.

Consequently domestic and housekeeping staff ardP@T liaison nurse were

included at two homes, indicating broad definitiofishe team.

Table 12 shows the results of the team working tjpmsaires. TWQs were
completed after the interviews and although theyevamonymous with staff allocated

a code number, responses may have been influengeithebclose proximity of

colleagues.

3 1n one home the TWQ was not administered becaniyetiiree senior staff were interviewed.
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Table 12: Results of Team Working Questionnaire by home

Home | No. of | Clarity Quality Decision | Support
staff making
1 4 43 |H|{39 [H|40|M |39 M
2 8 40 (H|{39 |[H|38/M |38 M
3 10 45 [H|{45 |H|44|M |44\ M
4 7 40 'H|{39 |[H|40|M |38 M
5 5 37 |[H/ 34 |[M|3.0/M |36 M
6 4 48* H|46 (H |44 M |45 H
7 12 46* H|{44 |H |45/ H|46|H
8 6 42* H|43 |H|42|M |43 M
9 12 39 [H|{39*H|3.7/M |38 M

* jtem average based on n less one.
Letters denote High (H), Medium (M), or Low (L) scere

Results show that staff in the nine case study lsahet completed the TWQ believed
there was a high degree of clarity about work eglabbjectives (score above 3.4)
indicating that teams had clear, shared, attainattjlectives, which were valued by all
team members. Eight homes scored highly on thatgunension (score above 3.8)
indicating commitment to achieving the highest gmesperformance. Scores for
decision-making and support were slightly lowerhnéill but one home returning a
medium score (between 3.0 and 4.3) for decisionimgaknd communication. Two

homes scored highly on the final dimension, supgort innovation, while the

remainder scored in the mid range (between 3.24a4)d One home scored highly in
all four areas and six homes shared a patterngbf $gores for clarity and quality and

medium scores for decision-making and support.

As a group therefore, staff in the case study homeéigated a high level of team
commitment and clarity of vision, combined withactdis on achieving a good team
performance. Overall performance in the scoresamstn-making and support for
innovation were lower, though still within the medi range, indicating that staff felt

less involved in these areas.

Care home staff may be part time and carers (NV@noualified staff) in particular
are poorly paid, circumstances that may resulttaif 1ot feeling as valued and
possibly not wishing to play a part in innovati&@arrill and West (2001) suggest that

a low score in support for innovation indicatélé articulated or enacted support
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for innovation is given. Stability is favoured aboghange. The team commits few
resources to innovationOverall the TWQ indicates that the staff in our panwere

clear about team objectives and committed to mgékiam.

Results from the TWQ may suggest that homes witktiag effective teams, who
held common goals, and had a focus on quality, taeetype of homes that are

predisposed to participating in GSFCH and stayinthé programme.

An alternative view may be that, as the visits wewaducted at a minimum of seven
months after the introduction of GSFCH, the higbres could be attributed to the
GSFCH having a positive impact on these teams. éfxid to support both these

positions has emerged from the analysis outlinet la this report (see Section 7).

The good levels of team working revealed in the T&W@re evident in some staff

and manager interviews as illustrated by the falh@nguotes:

| have got a good team of loyal staff who are goit#ivated, that is the first
thing.[Manager 54]

I think we have got quite committed staff to imprguhings.[Manager 89]

Staff in this latter home described themselvesaasery strong team’adding that
most of them have worked in the home for severalsieA registered nurse said of
her managerShe’s keen, excellent, young, we're a very stalkfarce’. A carer
who had worked for 21 years in a home jokiah ‘almost a resident myseklind two

other staff had worked in the same home for 125apeéars respectively.

Two homes had two generations from the same faonilthe staff. Staffing problems
have been reported in the care home sector (E3@@8)and the relatively low rates
of turnover reported by the case study homes médicate they experience fewer

difficulties in this area. Smaller homes operatéith wery flat management structures:

‘There’s no hierarchy in this place, everyone’slinted in everything. She
takes us out for meals and drinks, and makes raspéits if we are ill.
[Nurse 1, 100]

Other staff spoke of managers who supported théheif werestressed or upset
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From one perspective, low levels of staff turnorey be seen as undesirable, with
the risk that innovation or change may prove dificbut it indicates that staff are
happy and settled, are likely to work well as anteand have time to build
relationships with residents. In addition to staithin the care team, managers often
referred to the support from owners of small horsegsjor managers of group homes
and boards of trustees. One stated got good back up from my trustef/danager

59] while another described the support she redeive

When it came to setting it (GSFCH) up, | do thimkt if you have this, my
directors were brilliant, they are very forward-tiking people and they saw
that there was a need for this. Neither of themtaained in care at all, they
have no medical training, but they could see tHaeraf it. You have to have
an enthusiastic, motivated management to set thi$Manager 8]
One of the case study homes was run by an owneafeanin another the owner
lived next door and in another home the owner etdsiseveral times a week. Two
homes were from small groups, one of which had finenes within a small
geographical area and the managers felt this cremtsupportive environment in
which to work. In turn managers supported theiif stad in smaller homes staff could

contact managers at any time.

Managers reported working unsocial hours if neagsdar example if a relative was
making an initial visit they asked to be notifienlthey could meet them, arguing that
this was not intended to undermine the staff oy dut that provision of holistic care
may involverearranging your life or your work plafManager 72] Acknowledging
the work of the whole team was also important; ngena kept letters of thanks to
show staff, ensuring individual staff were thankethey had been singled out for
praise. Feedback of families’ expressions of ggrdé and thanks was important

becausét can be bloody hard work at timfdanager 72].

Staff perceptions of whether they were a good teeme related to their assessments
of the quality of care the home provided, whichtum appeared to be related to the
communication between managers and staff. Wherdaskether there were existing
features of the home that were likely to enhance plossibility of successful

implementation of GSFCH one carer responded;
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Yes | do, I've been caring for 18 years or so drd is one of the best

homes that | have worked in and yeah, they do (ksepformed), on

the staff meetings and so farfCarer 1, 89]
Staff in the case study homes largely portrayethisdves as members of cohesive,
motivated teams and this was borne out by the T\&&plts. These characteristics,
combined with low staff turnover may mean that thessibility of successful
implementation of GSFCH increases. It is possihb fttention to aspects of team
building may be needed in some care home settiefyjgdb GSFCH is initiated and a
range of resources are available to assist orgamsan addressing these areas (West
& Markiewicz 2004)

Training

Training for care home staff may be seen as fallwg two areas; mandatory training
such as fire lectures or health and safety, andcadun and training for staff
development to increase staff knowledge and sKillgining in care homes was
delivered in a variety of ways: in-house trainingrbanagers, homes in larger groups
had access to training departments, local palBatiare services, hospices, social
services and a range of other providers offeredsasu Training might be free or
charged for. A wealth of training is available; ahe& range of courses available to,
and accessed by care homes was diverse, varyaepih, scope and content.

The training needs of care homes are influencethbyrange of staff; the training
needs of housekeeping staff or untrained carersliffierent to those of registered
nurses who may already have experience of palliatare. There are few nationally
recognised courses for care home staff, other thameral NVQ training, and
palliative care training needs were met by accegsaimange of courses or inviting
members of the palliative care teams to delivenanse training. Adequate budgets
are therefore needed.

Access to training among staff in case study homas hugely variable. Some
managers had training budgets which they couldatigkeir discretion, one manager
said her training budget was fantastic (3) and leTofelt she was able to meet the

training needs from the budget (89). Three manadiersot have a set budget and
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made applications for training funds on a casedmsecbasis. One manager was

always well supported:

If people need to go on a training session my timscare superb, If | need to
send six people they go, they are very suppottiey, realise the importance
of training and we send people on anything wetfe®} needManager 8]

Another manager had limited funds:

We do a lot of training...l have to make a case &mheone so the fewer the
better to be hone$§Manager 22]

And one manager described how mandatory trainisgdae prioritised:

The PCT funded the GSF, but otherwise | have termalase by case basis,
the mandatory element of training is rising, eige fectures, so other non
mandatory courses are squeezed, the night staé teakave four fire lectures
a year.[Manager 32]
This manager set up a GSFCH session for stafftwésvery, very poorly attended.
The training was arranged for a time when stafingea shifts in the hope that staff
on the later shift would come in three quarteramfhour earlier and staff finishing
would stay after their shift. The manager felt tbes turnout was due to the non-
statutory nature of the GSFCH training which stafére not paid to attend.
Difficulties in funding staff time to attend loc&SFCH training was a factor for some

homes that dropped out of the programme.

An RGN from a different home described how staffowiere going through the
‘Foundations in Palliative Care’ programme wereyventhusiastic about it and
discussed it with colleagues who were due to gthemext course

..the feedback we’'re getting back on that is wondenfid everybody is

enjoying it and they’re learning an awful lot more[Nurse 3, 89]
Motivating staff to attend courses was mentionea lbgw managers, some explained
they supported staff training by meeting some ¢detsexample if courses were free
the home paid staff time, but if fees were chartpedhome paid these but staff had to
attend in their own time. Among the case study Ieoihere is evidence of wide
variations in the arrangements for funding trainamgl education and consequently in
access to training. One nurse who had worked ieraéware homes and was in a

position to make comparisons commented:
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It's the best place I've ever worked for trainifidurse 2, 54]

The fee for joining the GSFCH programme covereenatince at the four workshops,
GSFCH information and materials and support frofaclitator. Facilitators held a
number of local meetings with homes, either indrailtly or with groups of homes,
during which staff were helped to identify theimitring needs with the aim of
equipping them to deliver improved end of life cardine with the GSF framework.
Training needs might be met by facilitators themsglor by arrangement with other
providers, e.g. local hospices or palliative caams. Courses ranged from those
specially tailored to the care home setting or GIBHG existing courses, for example

syringe driver training.

As a result, GSFCH related training varied from koto home and while some
providers charged for training, other courses viree.

Location was also a factor in access to trainirgg.dxample, a Palliative care team in
one area might charge for a course (a figure of @0delegate was quoted by one
facilitator), whilst this was provided free in ahet area. In one care home a number
of staff reported that a forthcoming free trainsgssion was cancelled by the NHS
provider when two other homes who were due to dttiopped out of GSFCH, on
the grounds that it was no longer worthwhile. Steltf they were being denied valued

training through no fault of their own.

Impact of local GP and specialist palliative services on end of life
care pre GSFCH

This section explores the nature of services aatlitfes available to individual care
homes and how the staff within them saw organisatidactors related to, or driven
by external pressures, impact on the end of life taey offered. The first part of this
section considers Baseline Audit data relating B s&rvices while the second part
considers the more detailed findings from the ldrdimator interviews and 10 case-
study homes.
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Baseline Audit data
Forty-three (54.4%) of the 79 respondents who cetedl the Baseline Audit made

observations on GP services. Ten responses werrihle while 22 identified
problems. Nine commented favourably but identifsesine problems and two made

other comments.

Supportive GP services
Almost one quarter of respondents who made commexysessed a favourable

opinion of GP services to their home. Three desdrithe service as excellent while

six said practices were supportive or very supperti

Regular hours, our GP surgeries are excellent aive gis continuous
supportfHome 54]

In common with the above home, others specifietl tthey were referring to daytime
GP services:
Excellent daytime servic§idome 79]

Excellent during dajHome 20]
Neither of these respondents made further comments.
Problems with GP services
Twenty-two homes identified problems with GP supporost commonly the out-of-
hours GP service, including homes that had no diaecess to the service. Three
main sources of dissatisfaction were identifiedcess to the service, the decisions
sometimes made by out-of-hours GPs, and issudedédia prescribing medication for
residents who were thought to be entering lasestaq life.

A specific problem identified were GPs who wereamiliar with patients, while one
home reported that GPs were unfamiliar even wightyipe of people who live in care
homes. Reluctance by some GPs or the out-of-hoergice to visit was also
identified:

Doctors visit who are unfamiliar with patierjftdome 68]

Our out-of hours GPs are reluctant to vigitome 95]
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Consequently decisions were sometimes made whigtesidelt were not in line with

residents’ needs or wishes:

As we are rural we uspiame] and they will sometimes transfer the
resident to hospital rather than visit even wher theeds of the
resident are knowfHome 30]

Poor out-of hours service, GPs reluctant to mak#eaision and keen
to send patients to hospitgiome 80]
Reluctance to make prescribing decisions was alsatified as a problem. Seven
homes cited prescribing difficulties, including tlaek of anticipatory prescribing and

the subsequent difficulties in obtaining medication

Select GPs are slow to issue prescriptions oft@vitey us without
medication out-of-hourgHome 52]

Problems may be compounded if local pharmaciesotistock required items:

Have had to send member of staff or family to discription. At
weekend chemist not always had full supply of naéidic[Home 29]
One home stated that GP services vais@inted and variablend paid a retainer to a

GP to help overcome potential difficulties.

Varied responses
Nine respondents reported mixed experiences. Wgnidfations with the majority of

practices were very good, but working with some @Re were less familiar with the
care home environment, for example those workingolat-of-hours services, was
not as satisfactory. Responses indicated that &rs from the same practice may
differ in the perceived level of service they gitee homes’ residents. Finally two
homes indicated that they were aware that problemsd arise in accessing GP

services, but anticipatory planning helped to atbakse situations.

Case study data

The services and facilities discussed in more ddtaing case study visits focused
on local health care provision via GPs, hospicesl district and palliative care
nurses. Different homes had different experienoeglation to working with each of

these services and reported how these impactduearate they offered.
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Relationships with GPs
Six of the 14 homes in the qualitative phase wonké&l only one GP (or at least the

GPs from one practice) and the remainder with sgyeactices (in one case as many
ten). Homes working with one GP or practice saw #8 advantageous becatisey
know all our residents.Some homes working with several practices felt the
could be a problem, but there was also a commetcntact with a range of GPs
allowed homes to work with some GPs they descrimethntastic. Several homes
were working towards using fewer GPs; suggestirgf this was seen as ideal
although this was for practical reasons, such aso@fds becoming time effective, as
well as for optimum resident care. Homes in botbugs saw their system as

providing for the needs of their residents.

Some homes had regular GP visits (from weekly e fimes a week) whilst others
called GPs when they were needed. One home intlidGP to a weekly meeting
with senior nursing staff and doctors from the heguring hospice. A number of
homes had contracts with GP surgeries, and stasdpflying retainers meant they
could ask for what they wanted. A manager/ownemfi@ home that did not pay a

retainer to a GP however described how she was:

Shocked ... when | heard of homes paying their GRairrers. | won't
pay a GP, why? I’'m not paying a GP unless he’s glonore than he
should [Manager 99]
GPs’ knowledge of end of life care was seen to ib@rgortant factor in providing
optimum care at this stage of life and this vagedrmously. Several homes felt GPs’

knowledge of this area was sometimes lacking:

The knowledge wasn't there for the palliative carde, for the drugs
side of thinggNurse 1, 3]

We've had a few problems with GPs not recognising stage of
life...[Manager 1]

Two of our doctors have been out and we have adkeuh about
palliative care and they weren’'t up to speefiManager 92]

There were some comments relating particularlyamée or newly qualified GPs and
one manager had been told that the practice sasvhmanes as a good environment

for trainee GPs to work and learn in. However thi&s not without problems, for
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example, a trainee GP suggested to relatives tfaahidy member should be admitted
to hospital, when a prior agreement had been relabbaveen staff and the family
that the home would care for the resident to the end the staff had done a lot of
work with the family about easing guilthings like that make the link with the GP
practice difficult. Manager 1]

In other homes GP knowledge was seen to impactiyalgion care:

And care of the dying very very good, the GPs m dhea they're
brilliant. [Nurse 2, 54]

GPs are becoming more aware of anticipatory prdsog and it's
empowering my staffManager 8]
In some homes staff were aware that GPs improveil kmowledge by consulting

hospice doctors and Palliative care nurses.

The relationship between homes and practices/ Gi3salso seen to impact on the
delivery of end of life care. This included factossich as GP availability and
willingness and expectations and trust towards lsoamel nurses.

Staff from several homes described different refeghips depending on the GPs and
practice. Many GPs were describecdhatpfulbut they could also be patronising. Staff
recognised that GPs were often short of time buateséelt that care home residents
were sometimes seen as less of a priority thanr githgents living in their own
homes. One manager stated really struggle with their attitude towards cdremes
here [Manager 35], explaining that they are not allowted out-of-hours service
priority telephone number and could only contacs@ough the normal channels.

There were suggestions that good relationshipdtegstrom working with practices
over time so that GPs and care home managers affidsiit up trust in each other.
When this had been achieved it hhdlped immensely. There were particular
problems with locum and out-of-hours GPs who ditdkmow the homes or residents.
Whilst staff in one home appreciated the fact (BRs would take responsibility for
putting residents on out-of-hours lists or talkioghem about their wishes regarding
resuscitation, most appreciated GPs ‘trusting’ thdmy for example leaving

anticipatory drugs or agreeing with their treatmgans verbally (over the telephone).
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There were complaints that although GPs viereoming more aware of anticipatory
prescribingthere were still some GPs who would not leave dragsietimes because
they did not agree with nurses’ assessments ofnpatesymptoms. Even when

residents’ stated wishes to remain at the care heene recorded in their care plans,
there had been occasions when GPs had insistedinaittiag them to hospital as they
approached end of life. Examples were given talitate the negative impact of such
practices on care. In the case of one gentlemdrg had an advanced care plan, with
no admissions to hospitahe GP refused to visit during the night and tdid home

to admit him to hospital where he was given oxyged discharged back to the home:

...we have oxygen in the home. If the GP had comeould bave given him

oxygen here. He could have stayed in his own Hedgdt. [Manager 35]

The manager of one home described working prodgtweh GPs, introducing a
system where (with resident’s permission) the dogimovided the home with

information about health history to supplement thigen by the resident and family.

Relationship with out-of-hours GP services
Relationships with out-of-hours GP services impadabegatively on a number of

homes. One manager commented that prior to intindute GSFCH they had not
been allowed to take part in the local out-of-hagzkeme and just had to call a GP
like anyone else. Another said they tended notatb the out-of-hours service for
advice as the only advice they were likely to gaswo send residents to hospital even
when this was contrary to their care plan. Out-@iHis services sometimes sent nurse
practitioners to see residents, as one managervalosehese nurses generally had
similar or less knowledge of palliative care thha hurses working in the home and
nurse practitioners would have to liaise with GBsget prescriptions written. If
possible staff in this home would wait until momito call a residents’ own GP. Staff
in some other homes did not feel totally confiddwat plans, even when written and
faxed to the out-of-hours service, would be cartl@dugh. One commented on the
anomaly of sending plans on Friday nights but mobther weekday evenings. Some
felt that services were improving as a result dtdsemanagement. In one area a
doctor had recently taken over management of otieofs services and staff
expected that this would be an improvement, asdddwhave a better understanding

of relevant issues.
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There were also differences in facilities availaioleural and more urban homes. One
home for example, was next door to the GP practidelst staff at other homes
talked about the particular problems of ruralityurses in one rural home explained
that out-of-hours doctors may have to drive for anel a half hours to reach their
home. The doctor may not to be a palliative caecigist and staff felt that if the
doctor had to make decisions about which patientgsit first, care home residents at

the end of their lives might not be a priority.

Relationships with palliative care services
Staff in about two thirds of the case study hona#le=tl about their relationships with

palliative car&®, Macmillan or (less often) Marie Curie nurses, &aif of these also
talked about relationships with local hospices.iSugtationships were always seen as
helpful in the task of providing optimum end okli€are. Homes varied in the amount
they used, and indeed felt they needed, support such services. One or two homes
talked about isolated contacts or in termswa& have even had some liaison with
hospice staff[Nurse 2, 54] but most talked about establisheatiaiships that
provided support, advice and training generallyg snrelation to specific residents. A
few homes had regular meetings set up to obtaifrcadwom Palliative care nurses
and one said of the relationsivje work as a partnership realliManager 3].

Homes had generally been proactive in forging theslationships and some
commented that before the GSFCH they hader ever been refused help or advice
butit's not been offered and pushed towards[Manager 32]One manager spoke of
being on the Palliative Care Steering Group inltiwal town. Only one home found
that Palliative care nurses did not follow up resits admitted from hospital; others

said they did and referred other residents to them.

Specialist palliative care nurses were praisedHeir quick response and described

more than once dantastic.

...we have a referral form and if | say we need thlwahday, they are on the
phone within five minutes of getting the fbanager 22]

4 Some palliative care nursing posts are initialiyded for a specific period by Macmillan. Once
funding ceases posts may be supported by the Nbi&ll $1acmillan nurses are palliative care
nurses, but not all palliative care nurses are Migammurses. Some respondents used the terms
interchangeably.
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Specialist nurses had provided equipment at shatiten and were valued for the
(free) training they had provided. Staff in onerfeoexplained how the training had
helped them to better understand the needs of paéophe last days of life. They had
realised that they had been movingidying upresidents when the resident really did
not want this and it had been more a case of impgoresidents’ appearance for the
sake of relatives and staff.

Homes that had links with hospices particularlyueal the 24-hour support and

advice this provided.

...the hospices are a lifeline really...for expert advand guidance
[Manager 8]
Hospices also provided training and emergency egeiipp. One manager described
how in the last stages of life they would rathdf baspice doctors than GPs, as their
views on medication were more in line with those tlome saw as most beneficial to

residents.

Anticipatory medication
An issue that clearly concerned a number of casky/dtomes was that of prescription

and storage of anticipatory drugs. This issue weensas having the potential to
impact upon homes’ ability to fully implement theSBCH. Only one home had a
Home Office Licence for holding stock controlledudgs that could be used for any
resident who is dying, rather than a named residére extent to which other homes
felt they could organise anticipatory drugs for eanpatients varied considerably.
Some found GPs reluctant to prescribe anticipattmygs while others had no

problems. In some homes this varied between indaliGPs.

Even in cases where there were no problems theme wencerns about the

availability of prescribed drugs out-of-hours, esplly in rural areas, and about the
costs of disposing of unused drugs. Staff in twanbs expressed surprise and
frustration that GPs had not allowed them to us#ingl scales for calculating pain

relief drug dosages when these were used by distirses in the area.

Whilst nurses in care homes recognised that GPe werried, especially since the
Shipman case (Shipman Inquiry 2005), about presgyianticipatory drugs or homes
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keeping stock drugs, they felt that this was neaxgsand more trust of care home

nurses was needed to provide the best care folergsi

| think the GPs now, they’re worried since the &fap case, we are a more
litigious country now[Manager 59]
The manager from the home which had a Home Offtente to hold stock
controlled drugs stated:

| can understand things from their point of vielagyt have the Shipman case
hanging round their necks, and it so often geteaded “I don’t want to be
seen to be doing a Shipman” howepailiative careneeds stocks, you need
to have the syringe driver up within the hour and gan’t do that if relying
on an outside source of diamorphine. Local chendistst always hold stocks
and this is a rural arealManager 8]

A nurse from the same home observed:

We are allowed to use the stock cupboard...that'ettieve need it, we can
do it, without any hesitation and leaving the resitlor patient in agony for
three or four hours before anybody can get medcatd thenjNurse 2, 8]

Summary

Qualitative data from audits, coordinator intervieand case studies reveals a
number of organisational factors which had the midéto influence the extent to

which the care homes might be able to adopt theGBE5&s follows.

1. There are indications that a high to medium le¥ééamwork was a common
factor in the case study care homes. This may bendication of their
willingness to participate in the more in-depth @ing but it also suggests that
this may be a key consideration in advising homeshing to take up the
GSFCH. Even homes which demonstrated features a@id gamwork

struggled with various aspects of the GSFCH program

2. Training was an issue with access to training ojpodties being variable from
‘the best’ to those who struggled to find fundsne(f the key advantages in
taking part in the GSFCH was that it bought a tregnopportunity to the

homes.
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. In the homes visited, local services from GPs wemgable. Generally, GPs
known to the homes were seen as supportive. Thaseseme debate about
the value of accessing one or several GPs fronaetipe, with the benefits of
both single GPs and team input being cited. Gelyeldahger term working
relationships were seen as beneficial as this allo@Ps and care home staff
to develop best ways of working together.

. GPs knowledge of end of life care was seen as immpbrin supporting
GSFCH but some concerns were expressed about Giksda&knowledge in
this area of care.

. Problems were encountered with access to servigesfdiours. This linked
to the fact that in such cases GPs were reluctanisit, not known to the
patients, and were either reluctant to prescribelicaion or resorted to

referral to hospital.

. Attempts to overcome this included homes payingetaimer to a GP to
provide this service. This also gave the homes smm#ol of the service they
could expect. However, other homes saw this aglshg'.

. The first point of call for care homes seeking ofitrours support can be a
triage nurse practitioner. This was not always sasnappropriate; firstly

because the resident may not be known to the mndeecondly, because the
triage nurse may have less expertise in end othfe than the referring care

home nurse.

. Palliative care services were seen as good andnssg@ when required. This

included both staff support, training and equipmenén needed.
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9. Getting access to anticipatory medication was smei®f concern to a number
of homes although the extent to which this wasodblem was variable. Some
nurses found GPs reluctant to prescribe, othemdnsttorage problems. This

was a particular issue for rural areas.
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SECTION 6: ORGANISATIONAL ISSUES (2) GSF AND
THE IMPLICATIONS FOR WORKING WITH PRIMARY
CARE

Introduction

This section considers the extent to which impletawgon of the GSFCH has
influenced relations between care homes and prirhagjth care teams. It includes
views expressed in response to open questions d@it Ayn=53] and the Final Audit
[n=52], and more in-depth opinions from interviewgh coordinators [n=14] and

staff in the case study homes [n=10] (see Figure 6)

Impact of GSFCH on care homes’ relationships with health care
providers

At Audit 2, seven homes, including two case studynés, listed improvements in
communication with GPs or in the provision of ofHhours services as the ‘most
useful’ aspects of becoming part of the GSFCH mmogne. Comments about
difficulties or challenges were not specificallyited at this stage, but within ‘any
other comments or concerns’ a number of issuestabBa were raised. Eight homes
described GPs as either lacking awareness of GSBwrto accept it or insufficiently

interested, cooperative or supportive. These cornsrahcame from audit data from

homes other than case study homes.

By the time of the Final Audit, comments about idiffties in relationships with
primary health care teams, especially GPs, and hbese had restricted
implementation of GSFCH far outweighed commentsuahuositive changes in
relationships brought about by the GSFCH. Nine rohsted improved relationships
with primary health care teams under ‘improvemetitat have resulted from
implementing the GSFCH'. These included better camigation and relationships
with GPs (or some GPs) and with out-of-hours sesjiand GPs becoming more
involved and recognising the skills of care honadfstn the Final Audit ‘challenges

or difficulties in implementing GSFCH’ were specdily noted and 22 homes cited
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difficulties with GPs or out-of-hours services. Bgr the most frequently stated
concerns were difficulty in involving GPs and lamksupport from GPs.

One home that previously commented dack of awarenessow described kack of
support[Coordinator 61]. Other concerns included GPs wégpondents felt did not
sufficiently understand GSFCH or indeed palliaticare; GPs being slow to
appreciate the benefits of GSF, not being proactia trusting nurses and being
reluctant to prescribe medication including analeshree homes reported ongoing
difficulties with out-of-hours services and one iduimplementing GSFCH difficult,
attributing this to the fact that no local GPs kaghed up to GSF.

As discussed in Section 5, at baseline there weéde wifferences in relationships
between homes and primary care teams. Within daslg fiomes the general picture
was that those with existing good relationshiphvitcal practices and practitioners
described further advantages in implementing GSFGkt have always had a good
working relationship with our GP, so that's helpmdmensely,[Manager 8], whilst
homes with poorer relationships reported contindéficulties or did not discuss
these relationships.

For some homes, case study interviews took placanatearly stage in their
implementation of GSFCH (thoughfter the third workshop) so there was still
potential for such improvements to take place. Hewd-inal Audit data, (one year
after the initial workshop and four months aftee ttourth (and final) workshop),
reveals that case study homes were heavily repexssdn the homes that cited
difficulties in relationships with GPs as one oéithithree challenges or difficulties in
implementing GSF’. Whilst it is possible that tadipart in interviews may have
raised the issue for them, this still suggests thate were continuing significant

difficulties at this stage.

Where the introduction of GSFCH was seen to hafle@einced relationships with
primary health teams, the extent to which this hagpened was influenced by the
GSF status of primary care practices, and by spef@ttors relating to individual

GPs, practices or areas.
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There was a strong feeling within case study camads thatfor this (GSFCH)to

work the GP has to be on boaflanager 8]. This view was also supported by a
facilitator who told a story of a 90-year-old mahavhad been admitted to hospital
out-of-hours, against the wishes of his family ahe& care home nurses. They

concluded by saying:

...S0 if you've not got the GPs on board to sendtltieof-hours forms
to the out-of-hours service what is the point ef GSF7Facilitator 9]

Positive experiences and improved relationships
Six case study homes (out of 10) reported posexeeriences with primary health

care practices when implementing the GSFCH, alwbich also reported good
existing relationships at the outset. This was evigd by the fact that for some
homes it was the local practice or Macmillan nuna#® suggested to the manager
that the home participated in Phase 2 GSFCH.

Managers of these homes felt that implementingGis#-CH led them to be more
proactive, both in approaching GPs and in detemgithe content of meetings with
them, and that the GSFCH opened up and progressledgue with GPs:

| think it has improved our communication with sooh¢éhe GP surgeries
...and the district nurses and the Macmillan std®. given us a much better
communication link and advice linlManager 32]

This improved dialogue could lead in turn to imprdvcommunication within the

whole system:

...what we tend to do now when Dr R has reviewedriglay; anyone who is
in category D she is informing the out-of-hoursvess about[Manager 100]

...we had an initial meeting, well | did, with eachgery just to say what |
was expected to do and what | hoped to do, anddherof the surgeries
invited me to their monthly review palliative caneeting, and | presented
three residents that | wished to go on the ligManager 54]

We have also just in the last few weeks got onsu@gery that covers the
home, which is taking the positive moves to inwtéo their GSF meetings,
end of life meetings, they have added those p¢optsing home residents)
their list[Manager 32]
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She[facilitator] gave me a huge big document of medication whichtrbig
required at short notice for terminally ill patient.she gave me permission to
give those lists to the GPs, and the GPs haveitawle step further and
talked to the local chemists to see how much theyrcorporate locally, so
we don’t have far to gdManager 54]

Managers felt that the recommendation of the GSp&igramme (to hold a meeting
with GPs) gave them some sort of authority theyntigateviously felt in approaching

GPs and put them on a more equal basis:

...and the fact that you asked me to have a mewefithgthe GPs, it was a good
excuse to have that meeting, because | had mymaton here, | didn’t feel
an idiot, and was able to present myself to the &8sng’ | am involved with
this’ ...it was very formal...and | had to stand up aagt my bit as well, and |
would never have done that, because | don’t rdédé/standing up in front of
people, but | had your fornjhe GSF formsko | was able to present it so it
guided me in my presentation and having the taptiotit with, really.
[Manager 54]

Managers and staff in these same six case studedi@so commented on how

helpful GPs had been in implementing GSFCH:

...the majority of GPs we work with, even if theyrmoeGSF they are very
open to listening to what we are doing... the GP fisas have been very
supportive of what we want to fidanager 8]

We work very closely with the GP practice, theyexeellent, very supportive
[Manager 72]

Our GPs are fantastic for support. They just woithws... They are all
aware we are doing it, so when we call them ouy fbst back us up...
[Manager 100]
In some homes GPs had got involved directly inimglkto residents about their

wishes regarding end of life and in talking to teles:

It is very difficult when you have someone livingour nursing home for 10
years to say 'Well hang on, if you pop your clogmtwvould you like to do?’
so the GPs are addressindManager 54]

Our GP is on board and has started the conversatalready about
resuscitation..[Manager 89]

Our GP is actually very keen to implement it hdraald have conversations
with the relatives as welNurse 2, 89]
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Four of these six homes worked with multiple GPcpcas and this did not seem to
present any problems to them. The GSF status opthetices however was more
relevant and all but one home worked with practites were all or predominantly

GSF practices.

Less positive experiences and continuing difficulti es
One case study home worked with just one practidéch was not GSF. The

difficulties this home had in trying to implemeritet GSFCH clearly illustrate the
importance of GSFCH homes working together with @8mmary care practices. The
manager felt that whilst they had made effortsntooduce the GSFCH this could not

be fully achieved until the GP became involved:

...we have done the register and the advanced carelplait’s not all in

place because we need to liaise with the GP...Wergrkementing it as far as

possiblebutwe can’t implement it fully until the GP is on bd@Manager 1]
In contrast to the general picture that GSFCH wasensuccessfully implemented
when working with GSF primary care practices, ohéhe facilitators [26] described
some feeling from the GPs that GSFCH did not nedzktimplemented in care homes

when they were ‘covered’ by a GSF practice.

Some other homes reported initial difficulties innking with primary care practices.

The manager of one home had been:

Trying to talk to our GP and at the moment he ig@rsg‘Our practice isn’t

GSF’, although it is GSF because we have seernitiewrdown... and so

we’ve had a few difficulties implementinghtanager 59]
This manager was also having difficulties liaisinigh the practice about appropriate
forms and the details of procedures both becawse@rtictice took a long time (8-10
weeks) to respond and then they had sent an akefioran rather than commenting on
the suitability of the one the home had devised sewt. At another home with a
history of difficulties with some local primary @aservices the manager explained
that whilst the GPs and district nurses in the lleoevn had been introduced to the
GSF, this was not obvious. The manager descrildechpting to arrange anticipatory

medication:
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I’m not sure how much they were interested inrifotlowed it up because
whenever they come and we say to them ‘Well agtualare taking part in
the GSF’ it would be ‘Oh yes’ before you even getwords out of our mouth
to say 'Could we go down the line of having a patetwould be ‘I think
we’ll keep that up our sleeve for another day déistianager 35].

This manager also said of the advanced care@#rit signed by a GP? No chance!
Although one GP had signed a form she felt theyeg#ly did not have time. In terms

of wider primary care services she said

Meetings with GPs are difficult, never mind an rdtsciplinary team
[Manager 35]
She was disappointed that despite the GSFCH thee hwas still not allowed the

priority telephone number for the practice and teago through the normal channels.

| think there is a massive fear within tloait-of-hours name$ystem that we

would inundate them with priority line calls, buéweally struggle with the

attitude to care homes her@dlanager 35]
A particular issue for most case study homes, wi&FCH had made little impact
on, was the availability of drugs out-of-hours. Timblems for homes have been
discussed in section 5 and whilst managers anfl wstakerstand the concern created
for GPs by the Shipman case and the fact that @R<e reluctant to trust nurses,
there is a clear view thato' get it[GSF] really up and running]Nurse 1, 3] homes
need to be allowed to keep some anticipatory amckstrugs. This is recognised as
an issue for CSCI as well as for the relationshigisveen homes and primary health

care trusts, who may be concerned about the resaugications.

Individual differences and specific issues
As well as the issues of existing relationships BredGSF status of practices, homes

found some differences between individual GPs aitidimvpractices and areas. Some
homes where relationships were good and furtherawga by the implementation of
GSFCH still commented, regarding GPs:

| think we’re training most of them; we’ve only gloé odd one, maybe two,
that aren’t quite so flexiblfDeputy Manager 8]
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The manager of another home felt that:

Our assistants on the district nursing side havernbexcellent, they have been
working with it, they are on top of it, and workingry well, but we still don’t
seem to have a brilliant communication with theuatGP that works with us
[Manager 84]
This manager said the GP was new in post and owedméd by current changes and
initiatives such as GSF and the LCP. She deschbedots of people on the GSF are
people who have had crisis over the weekand felt that despite introducing the

GSFCH the home would still struggle with continudtyt-of-hours:

Even though we fax through to the on-call GP... émiday, who is on the
LCP or on the GSF, what their symptom control immgdo be, their preferred
place of care, | don't feel 100% confident thaanfything happened over that
weekend that we’d all get what we wanted...| s@l feat’'s going to be an
area that could cause a probldiManager 84]
The manager of another home felt that such dismliest care could be minimised if
GPs were asked to sign care homes’ records whesiatex about future care are first
recorded and signed by the resident. But as we kaea above this has proved
problematic for some homes and serves to illustrealifferences in experiences and

expectations between individual homes.

A nurse in one home saw the fact that GPs at leadtinformation about residents
faxed to them to be an advantage. She gave an éxarhpn incident out-of-hours,
where the GP was slow in visiting and the desirettame for the resident was not
achievedbut at least he had the information thdMurse 3, 84]. In another home
staff talked of problems with inappropriate hodpadmissions out-of-hours and how

they had amended care plans to make them veryfisp@gjarding residents’ wishes:

...the GP was very cooperative with that... and wnotihhé GP notes... but we
still had occasionally attending doctors who felt that edespite all of that,
we’d phoned up for symptom relief but the patieas woing to hospital.
[Manager 72]
This manager explained that a new agxtremely committedloctor had been
appointed to manage the out-of-hours service aspieher current concerns felt

that:
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Although it is still work in progress | think a lof progress has been made
and with the out-of-hours manager in post now I'ap&ful that, and as GSF
becomes more the norm, | think it will be, hopgfulwill be like ripples in a
pond and eventually we will all be singing songenfrthe same song
sheet. [Manager 72]

Problems for this home were exacerbated by locdicipe and practices. Only
residents given a ‘D’ categorisation were notifiedhe out-of-hours service, and only

GPs (not district nurses or the home) could submstinformation:

So we basically we rely on the fact that when tlikeHas been here for his
weekly visit he will pass on...these patients atdeénD section. But even with
that, it is not straightforward because there midg® somebody in the ‘A’
section who needs some symptom relief, somethatgytu don’t want to

hospitalise them fo[Manager 72]

In most homes concerns raised related specificallyGPs and there were few
comments regarding other aspects of primary cane. éordinator felt that district
nurses perceived GSF as only for younger peoplenahtbr elderly people. Another

described a resident who had been resuscitatea layndulance crew on the way to

hospital, despite her recorded wishes, because

According to them they can only accept the ACP vihey have four weekly
reviews[Coordinator 71 Final Audit].

Some homes pointed out that the successful impletien of GSFCH required a

certain level of assertiveness from staff and nosetdl potential difficulties with this.

We had to be more diplomatic about how we commtedcwith our GPs,

GPs have never wanted to give control to nurse=el. fsometimes it's the
confidence within the trained nurse herself to atijuspeak to the doctor
about it and to have that little bit of diplomatssertiveness | call it, to say
‘doctor, what do you think about thisPManager 8]

What | think would be interesting, also very difftdrom that point of view is

putting GSF into residential homes, because whetehave care assistants,
who, | mean its bad enough if you're a nurse and lyave to have a bit of a
man to man with a GP, at least you are startingnfra knowledge

background, but if you've got carers who've askeel doctor and the doctor
has just said no, well then ‘no’s’ the answer, inkhthat would be quite a
challenggfManager 72]

However, in the Final Audit two homes felt thateagesult of improved confidence of

staff and communication, there had been an incréaseonfidence of GPs and
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palliative care nurses in the homes’ abilities tovide good end of life care which

had led to increases in referrals of residenthéchbme:

Referrals from GPs, social workers and dischargarte from hospitals have
increased by 100%€oordinator 52].

Relationships with specialist palliative care nurse S

As discussed in Section 5, homes that had workeigtionships with specialist
palliative care nurses and hospices reported grui@ws and in the Baseline Audit
that these were very helpful and supportive. ‘Mdlami nurses were particularly

mentioned as being helpful in the implementatioG8FCH because they:

Have been doing Gold Standard in the communityh®y thave a lot of
information invaluable to us andere present at some of the meetings to help
answer questionganager 8]
Case study homes that reported initial and comigngiood relationships with primary
health care teams also reported positive changeslationships with specialist

palliative care nurses:

...Iit was a tremendous thought for matron to be pusghinbe trained by the
Macmillan nurses and actually for them to come md &heck how this has
worked, therefore | would say the GSF has reallg hatually, has been an
eye opener to ydurse 1, 8]

We've had one in-house meeting wjthanager]and the link Macmillan
nurse, yes to discuss how things are going, havenydssues, anything we're
not sure of, what's worked well, what we’d likectange, so yes, and another
booked..[Manager 100]
In some cases the relationship was seen as manalfaas in the case of the meetings
described above. Another manager explained that hat always been available

when requested but since the implementation of GEFC

What we've had since we came onto the schemeafieial offer of help and
advice, with a specific person available to dMianager 32]
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The Final Audit data from case study homes mentomereased contact with

specialist palliative care nurses as one of thm@rovements which have resulted

from implementing the GSFCH’.

Summary

1.

Improvements in relationships with primary carectices were reported as
one of the positive outcomes of involvement in GBHG/ some homes, in
particular communication with GPs were seen to loeenproductive. Homes
that had existing good relationships with practigedicated that these had
improved further.

Co-ordinators and managers were of the opinion thgtlementation of
GSFCH was facilitated if primary care practices aveither using GSF or

were in tune with the ethos of GSF.

Where improved collaboration and communication leewv homes and
practices was reported this had resulted in pracéts having greater

awareness of each others’ skills and knowledgadhaé life care.

In the Final Audit a substantial proportion of resgents reported lack of
support or lack of involvement from some GPs andldgrof hours services.

Clarification is needed regarding the need to dedate the advanced care
plan at specific intervals to ensure that it isateel as a live document by all

health practitioners and residents’ wishes areesgl.
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SECTION 7: ORGANISATIONAL ISSUES (3)
IMPLICATIONS OF GSFCH FOR CARE GIVING.

Care homes were at different stages in implemer@8§CHbut it was early for all
to identify what had improved in terms of qualifycare. There were many comments
in interviews that it wasstill early days’ There was a limited view, especially by the
time of the Final Audit, that quality of care hadproved, but there were far more
comments, both within audits and case studies, tattoanges in practice, and how
staff and managers saw that these had or wouldowepthe quality of care they

offered.

Impact of GSFCH on quality of end of life care.

Findings in this section incorporate data from t@ordinator and case study
interviews, Baseline Audit [n=75], Audit 2 [n=53ha Final Audit [n=52]. This
section looks firstly at perceptions relating dilg¢o improved quality of care and

then identifies the various ways in which practiaes seen to have improved.

Improved quality of care
In several homes managers reported improvemewtalinked to the GSFCH:

It has improved the quality of care for our resitiiCoordinator 89 Audit 2]
...the ethos of the Gold Standard is proving itsdike.feedback from the staff
has been very positive, and the results have besnpositive for the residents

and for the relatives as we[Manager 8]

| feel that the care given to dying patients in oare has greatly improved
since joining and implementing the GSF{Tbordinator 49 Final Audit]

Negative perceptions were fewer, however, a nunabestaff did not identify any

benefits:

...my clients come in and | put them[GSF] with the manager, really liaise
with her and decide, yes that person should beput, but | don’t think
that's making us give better cajfdurse 4, 84]

We didn't really do anything new but it confirmg puactice[Coordinator 72
Final audit]
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Staff in three case study homes described how mgéing GSFCH had or would

enable them to control symptoms, especially paorenguickly:

... I somebody’s in a lot of pain, acute pain,ref@ an hour, which it's often
much longer than that, they should never ever bae in that pain and if
we’ve got it all set up then we can just moveti place...somebody starts
vomiting or somebody gets into a real agitatedestat least we can cope with
it straight away, so | think that’s just going te bo much easier for all
concernedNurse 2, 89]

Better pain and symptom control was also identifiadthe Final Audit as an

improvement resulting from implementing GSFCH. Sommanagers also saw

improvements in medication management:

Treatments are more focussed on what they actoalyl; we are not giving
inappropriate treatmeniManager 8]

There’s been a massive improvement in the nursangehwith medication at
the end of lif§Manager 100]
One case study manager commented that she hadadoarty unplanned hospital
admissions since implementing GSFCH and in thelFwait several homes listed
less hospital admissiores an improvement identified as resulting from enpénting
GSFCH. Section 4 analysed the results from theame post ADA to determine
whether this perception is supported by the quatité data. One manager said:

The impact...has resulted in residents being abtertmin in their rooms to

die with staff they knoyjManager 76, Final Audit]
Staff in one case study home explained how thegwew aware of residents’ wishes
relating to cremation or burial, when they would have been previously. This was
also listed as an improvement for some homes iffritha Audit.

Improved knowledge and skills
GSFCH also had an impact on knowledge around erideotare. In Audit 2, 13

homes of the 53 that responded described gaining kiwowledge, information or
education as one of the most useful aspects oflman of the GSFCH programme.
In the Final Audit, improved knowledge continuedb identified as important with
six additional homes listing this as one of the imaseful aspects of involvement in
GSFCH:
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Up to date and relevant knowledge. Increases kragadase for all levels of
staff[Coordinator 5, Final Audit]

Staff updating their knowledge and skills, whichldas us to provide a better
standard of care for our dying residents and thamilies[Coordinator 29,
Final Audit]
At the time of the Final Audit (12 months after thirt of the programme) a few
coordinators and managers were still concerned tatioding time to cascade the

GSFCH and associated training to all staff.

Improved practices relating to improvements in qual ity of care

Formalising and structuring work practices

Formalising and structuring work practices was ohthe most frequently mentioned
benefits both in the audits and case studies. imestases it was mentioned purely as
an advantage while other homes explained thatipeabtd been good anyway, and
whilst using the GSFCH had not improved this peritsenproved the organisation

and recording of care and sometimes led to greatesistency.

| did exactly what | normally do but recorded iffdrently[Nurse 4, 84]

The home was mainly already implementing principfleSSF. However

formalising practice into guidelines has ensuredsistency.[Coordinator

47, Final Audit]
It was felt that the GSFCH made care more systematiich led homes to be more
organised and efficient. Several comments were nelolsut previous ‘ad hoc’
practices, which created scope for certain elemainénd of life care to be forgotten.

When talking about implementing care for dying desits one manager explained:

...we have always done it on an ad hoc basis, batthvet documentation and
all the policies it is a much better format...all @iaff are much happier using
the GSF than before, we obviously had our own usbfsystem] but it

wasn’'t as concrete and concise as the G8#anager 100]

In particular the GSFCH was praised for clearlytisgtout stages in care, enabling

staff toknow where they starahd being helpful for new staff, because:

...Straight away they can see what’'s ne€déahager 47]
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Staff in most homes had previously talked to astlesome residents about their
wishes regarding end of life care and resuscitatioi in an opportunistic rather than
a systematic way, and rarely making any writteroréc\Written records made it very

clear what residents wanted and could be usedrimderelatives if necessary:

...the fact that the resuscitation or no is clarifiéd the hospitalisation or no
is clarified are two very important points for ussf to help them at the end of
their lives, just to make it as dignified and pdatas we can, which we do
anyway, but now we’ve got some real guidelinesethen’'t any ‘Should we
send them to hospital or not? Its ‘We’re sendingnthto hospital’ or ‘We’re
not sending them to hospital’ cos it’s written dolmare.[Nurse 4, 89]

By the time of the Final Audit, structure was gtiiéntified as one of the most useful

aspects of GSFCH:

We now have a structured directive on how to delieplan of care

individually suited to our residents, which spexsfiall their needs when

coming to the end of their lif€oordinator 49, Final Audit]
Different care homes had incorporated GSFCH papdrwm differing degrees and
there were mixed views as to how far this had, ould, help to structure work and
contribute to improved care. Some managers antiraghbers were concerned that
the GSFCH required more paperwork, which wouldease their workload. Most of
those who were using the GSFCH paperwork had fdbhatin general it was not
more time consuming. There were however some contplabout inefficiency, with

forms requiring repeated information and some contsabout lack of sensitivity:

[It] asks for the name of the resident on each pag® you really need that?
[Manger 35]

| don't like this ‘Date of Death’ on the front batse this is the sheet you start
off showing familyjNurse 1, 84]

Some staff acknowledged that they or their colleagiound the forms ‘too much’
and did not always fill them in. One manager comteerin the Final Audit that
GSFCH had resulted in:

Clearer and efficient paperwork ( if used propgflylanager 84]
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Empowering staff and increasing confidence
In some homes improvements in confidence werebated to the clear and

systematic nature of the GSF. Nurses had sometbifigal’ and ‘written down’, in
essence giving them permission to try to ascertsidents’ wishes so these could be
recorded to assist care planning and demonstrdtetedessary to other health

professionals and/or relatives:

...we feel it gives us more right to gslout place of care and resuscitation
wishes]because its [GSF] in place...Before | felt it wastsafran intrusion
into their life really, but this is in place, it rkas you feel you have a right to
know what to do, rather than waiting until its tiabe [Nurse 2, 54]

The girls have more confidence talking to GPs t@keéhg the initiative.....
[Manager 99]

It has helped them in their confidence...it has retlfeem to feel they are
valued as nursedlanager 22]

We're making more of the decisions; it makes usengonfident and assertive
[Nurse 1, 100]

...a lot of empowering of US and even able to talthéorelatives freely now
because we have the documentation in front of ushttw them ‘We are
moving from this stage to this stag@urse 1, 8]

Many participants talked about increases in configefor nurses and for managers.

Some care staff also reported they were now mketylto ask questions and to bring

concerns about residents to the notice of nurses:

[Previously]you'd feel quite bad for having to question sommeghibut now
you can question it and be quite happy and thegualified nurses] happy to
answer you, where before if you questioned thewag ‘I'm the nurse and
you're the carer’. [Care staff 1, 22]

GSFCH was also seen to add value to staff roles:

It's obviously giving some quality initiatives tbet staff...so it becomes an
ownership and they become empowered, rather thawoik at an older
peoples’ nursing home and | do the same thing estayy and | think that’'s
important.[Manager 3]

The staff in the home have developed a raised demie and awareness of

their invaluable role in providing care, beyond gloal needs, and feel able to
express an opinion or concerf@oordinator 52, Final Audit]
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Improved communication
In the Final Audit, communication was the most treqtly identified improvement

that resulted from implementing GSFCH. This encasspd communication within
teams, with residents and relatives, and with Gi$ @ther health professionals.
Improved confidence was linked, both as cause afidcte with improved
communication within the staff group and with resits and relatives. Improved
communication with local primary health care teamas also identified and has been

discussed in Section 6.

It was felt that GSFCH had promoted discussiondiwitare home teams about
difficult and sensitive areas of caring. In additim creating potential for improved

care, this provided support for staff and enhanitedr learning. In several homes
staff felt they had begun to work better as teant rrow included a wider range of
staff in discussions and decision making. Caref,staf well as nurses, were
sometimes included in meetings where residents’ stddus was discussed. A small
group of care staff in one home described how thag been able to bring their
concerns up within a meeting about introducing GBRE the home. They felt that

although they were with residents 24 hours a dagnges in care or medication had

often not been passed on to them by nurses:

Its brought out our concerns, we were able to bay e weren’'t happy about
it so obviously then they knew how we felt, saniggle it that little bit better
[Care staff 1, 22]
In many homes communication with relatives was disib to have improved.
Managers and staff felt it was not only easiergpraach families with the backing of

the GSFCH, but:

....perhaps it makes us tell them mfxerse 4, 84]

In one home, introducing the GSFCH and associataffi discussions highlighted
cultural differences in bereavement practices amgequently opened up discussions

about bereavement care.

Communication with residents was also felt to haveroved
...for the residents we are more open, we are moeetalisten properly, and

look for the hidden meanings of what they are dbtusaying, and so it is
making our communication with them so much beftéanager 8]
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...we are collecting more essential information, esuscitation and funeral
directors, information we used to ask about muderlan residents’ stays
[Nurse 1, 100]
However limitations to this were recognised esgbciahere a high number of
residents had dementia. There were also commeats cthmmunication directly
relating to the GSFCH was sometimes difficult deethe language used. One
manager commented with reference to one informagiafiet (GSF 2005):

Who invented these silly words?... our residents\emgy elderly and they
have elderly relatives, words like ‘partnership’datsystems and protocols’ do
not mean anything to them, or to some staff, theseNHS jargon[Manager
35]

It was pointed out by some nurses that abbrevistitee PACA, PHCT, and CNS or

terms such as ‘care pathway’ are not familiar &ff storking outside the NHS:

....we are not used to them because we do not usedina@ regular basis
[Nurse 1, 100]

During an interview another manager commented,

| still don’t know what a Liverpool Path Carewayid)sis, because | haven't
worked in a hospital for some years, a Liverpoore&CRathway could be a
train you got to Liverpool, | don’'t know, | havergbt a clue, there was too
much presumption we knew that at the meeting inaafT [Manager 32]

A few managers felt that some of the terms usddateid the NHS origins of the GSF

and exposed the different cultures of the healthice and care homes.

Some managers felt they had benefited from nevs hmikh other care homes either at
the four main GSFCH workshops or at locally faatlfd meetings and training.
Several came back from such meetings with suggesfarwhat we could do better
[Manager 32] and feeling that they hadapped ideafManager 54]. However others
had not attended all the Workshops or local mestidge to financial or time
constraints, or felt isolated because they wereottlg home in their area which was

implementing GSFCH.

> Workshop 3
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Improved focus on residents’ individual needs
Using GSFCH made staff focus more on individualidersts, becoming more

proactive in gaining information about them, anokiong at their wider needs.

...its really, really, patient centred, holisticiManager 72]

We are changing our care planning processes witiinhome towards being
more proactive as a consequence of the GSF[Qdordinator 16, Audit 2]

It makes you think of the patient and try and timeir need, so you spend
more quality time talking to residents and famiyoordinator 7, Audit 2]
Several members of staff felt that using the GSF@H encouraged empathy towards

residents:

It does make you have more insight into them aed teelings and thoughts
and their family’s and everything [Deputy Manager 8]

It puts you in that position of 'How you would feel if it was you?’...and
you can realise what they are going through make, When they have to take
their belongings, if only a few, when they go imtoome and it really sort of
makes you feel that...aware[Care staff 2, 89]
This individual focus and improved empathy meat thtaff were able to deliver
more appropriate cargCoordinator 30], meet individual needs ahdfil wishes
[Coordinator 79]. In some homes staff also feltt thantinuity of care had been
improved, usually as a result of better recordibgt also because monitoring of

residents’ needs had improved.

Identifying residents’ wishes regarding End of Life care
A key part of the focus on individuals was addmegsivith residents their wishes

regarding resuscitation and preferred place of eathe end of their life. For some
homes this was entirely new, most raised such sseaeasionally with residents but
not with any consistency. Some appreciated the @&FCH focussed on end of life

issues for all residents, regardless of their ugiohey pathology:

Dementia care has been the poor relation to camarer it’s nice to have
something which is specialist to end of life cavehout having to have cancer
[Manager 72]

Some reservations were expressed about addressingf dife issues at all. A small

number of staff felt ‘preferred place of care’ qu@ss were unnecessary, as they
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‘knew’ care home residents would prefer not to gddospital because the care home
was their home. One manager felt raising such sssuss appropriate with cancer

patients but not all residents:

It didn’t work with our long-term patients, it's heasy, they come into the
home to LIVE not to die, they would collapse if gsked them. The cancer
patients, yes it's easier with then{Manager 99]
Another manager felt that resuscitation was noagénan option therefore addressing
this could be raising false hope. She also waritedmording to change from ‘do not
resuscitate’ to ‘allow a natural death’ seeing thésmore sensitive to residents and

relatives who may read the forms.

Most homes felt that addressing these issues wpkihand positive but a number of
difficulties were identified. The main issue wasamhto hold such discussions. In a
number of homes some existing residents had beomne upset. Staff felt that
‘suddenly’ raising such issues was akin to sugggdtinat death was imminent. But
addressing such issues on admission was also thdwygmany to be insensitive,
because staff had not yet developed a relationsfilp residents or families. Many
staff at all levels pointed out that increasingtgcently admitted residents may
already be too ill to engage in discussions or tkensuch decisions. This was
especially true for residents who were admittedContinuing care’ beds i.e. beds
fully funded by NHS primary care trusts, becausedents are judged to be in the last

weeks of life. A coordinator stated:

We admit the residents at the very end of thardiid do not have the chance

to get to know them or their relativg€.oordinator 3, Final Audit]
Several managers suggested an appropriate plardvbeuto introduce the idea of
discussing end of life care in pre-admission infation about the home. In this way
the discussion becomes a natural part of the admigsocess, perhaps in the context
of ‘What care would you like if you become very pg@ With existing residents,
decisions about how, when, and who to talk to ghbel made on an individual basis.
However several homes were still raising concemmd ancertainties in the Final

Audit about how and when such discussions sholdkl péace.
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Other practical difficulties in identifying wishes the end of life were also identified.
One home admitted residents from the whole of tKesO relatives may livenany
miles from the homevyhich limits opportunities to have long discussi¢g@®ordinator
59 Final Audit].

The fallibility of the A-D coding system was alsoipted out by staff in several
homes, because change and deterioration can happeuickly thatthe end of life
frameworkis not alwaysn place at time of deatfCoordinator 17 Final Audit]. Most
trained staff were familiar with the A-D prognostoding, although some thought
this lacked clarity, as it was not clear which gaty, A or D, should be considered
‘worst’. Several homes had introduced colour cadsetead; one manager explaining
that it was clear that red was the most severegoate Others were unhappy about
this, suggesting a nationally recognised coding vedter.

The 7 ‘Cs’ were generally regarded, by staff whorevaware of them, as a
comprehensive format to help ensure that all aspkeend of life care for residents
and families were considered. In some homes stafewot aware of, or familiar

with, the 7C’s, but explained how difficult it héeen to find time to study them.

Some felt that GSFCH forms should include a spaaedtord relative’s wishes, but
others pointed out that these might not alwayshigesame as those of the resident.
Sometimes it was felt that relatives were likelyoteer rule residents andhsist on
admission to hospitaJCoordinator 57]. It was generally felt that in such cases
residents’ wishes should be respected. Howevere tivas some concern about how
best to decide, when residents were very illuffesing dementia, when and to what
extent, relatives’ wishes should take priority. fidhevas also concern for residents
with dementia who had no relatives and thus no tondecide for them. In a few
homes GPs were involved in discussing end of §&ués with residents and in some
others staff wanted GPs to sign the records of sdidtussions to remove
responsibility from nursing staff.

Increased awareness of spiritual and emotional issu es
A small number of case study homes had reacheabeatthe time of the evaluation

where they could comment on improved practicestingjato spiritual and wider

emotional care of their residents. However spilityavas generally interpreted as
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religion. Only in one home did the manager suggest thought had been given to a

wider interpretation:

When we first looked at the gold standard | thipkigiality was the most
difficult thing for us, because nobody can traimyo recognize that | don’t
think, a lot of it is from your own thoughts andiyown ideas about what is
spirituality, it took a lot for the staff to get glethat it is purely religious
[Manager 8].
Even within this home other staff talked of spiaiity in terms of religion. In all
homes where spirituality was discussed, religionswa turn interpreted as
Christianity, but this involved a very small numbar homes so may reflect their
particular populations. One home held a commumwiothymns and praise’ service
each week, called a vicar or priest when peoplewkand when appropriate placed
bibles in coffins. One had introduced regular meatthanksgiving services to
remember residents who had died during the lasttejuand provided a minibus so
that residents could attend funerals, and a thadl introduced a memory book and
was considering introducing memorial services.fStafre positive about the benefits

for residents of such innovations:

...I think they found it quite valuable to think thia¢ resident hadn’t been
airbrushed out of the wdare staff 4, home 89]
Staff in one home described how introducing GSFCidl lyenerally opened up
communication about death and dying and subsequeiminged their whole attitude
to dealing with death in the home. They no longdrdeath, for example by closing
doors when coffins were taken out, and openly dised residents who had died.
They found that residents had responded positit@lthis, and thought they were

more able to grieve for their friends.

Better care of relatives
The 14 managers who participated in telephoneviges indicated they were at very

different stages in providing end of life care fetatives before they had started the
GSFCH programme. Some homes cited existing goodtipes, for example,
providing rooms for relatives to stay in, welcomitiggm at meals and organising a
counsellor to give a talk, and being available rfaatives to contact if required. At
several homes it was felt important that staff wespresented at funerals and one

manager explained how:
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..... we do try not to be too jargonistic with fanslibecause a lot of relatives

are very old themselvéslanager 3]
There was a small group of homes for whom introalgicSFCH had led to an
acknowledgement that support for relatives couldnberoved. Focussing more on
relatives was achieved in two ways. Firstly sonte ¢eome respondents reported that
many family members had been relieved to talk alibat future plans for their
relative and advanced planning was seen to remoweressure of them having to
make decisions in times of crisis. A nurse alsofaal out that the A-D coding system

allows relatives to have an idea when death is@gpeo be close and:

....maybe they need to settle some discord...justke mae that the end goes
well, so if anybody has been coded to have fewsmedk/e so that at the end
of the life there will be a sweet memory by thasgpje that are left behind
[Nurse 1, 89]
Secondly some homes introduced more direct wagsiifig for relatives. The homes
that introduced memorial services and a memory Isagkthese as being for relatives

as well as residents;

...this memorial service may help the relatives toedo terms with the fact
that they’vegone but they’re never going to be forgotf€are staff 4, 89]
Two homes began providing brief, clear informatsbreets to advise relatives of the
requirements with regard to collecting death cedtes and registering deaths in their
locality, recognising that official booklets aren¢ghy and difficult to assimilate at a

stressful time.

There was a third group of homes where it was aesladged that care of relatives
needed improving, but this had not been achievedeShomes had not yet fully
implemented GSFCH (for a variety of reasons oudlifeter) and others had had
difficulty with this particular aspect saying, fexample, that there was not enough

time within shifts to see relatives.

In the Final Audit few homes mentioned improvementthe care of relatives as one
of the most useful aspects of being part of the @G$Hrogramme, or as an

improvement resulting from implementing GSFCH.
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Focus on evaluation and innovation
There was a view expressed both in the auditsvietes and the case studies that the

GSFCH had provided a focus on areas of end otéfe that could be improved and
helped generate the motivation to address thea#loWwed us to monitor our practice
[Coordinator 42] and providetthe enthusiasm to improve cdf@oordinator 72 Audit
2]. Other reflections included:

It's made us much more aware of what we can dodmbetter...sometimes
you are going from day to day and thinking you @oéng well but you are not
really, sometimes just something being prompted,tymk ‘we could do that,

it would be better[Manager 32]

It has made the team withimome] much more innovative, pro-active and
person centred with the care they provi@eordinator 29 Final Audit]
Specifically managers talked about looking at rédeEaths to see if these could have

been better managed and being prompted into ugdatiwriting policies.

GSFCH was described asrary motivating projecfCoordinator 56 Audit 2] and one
of the managers felt thahe nicest thing is the wanting to improve patiemrk,

people wanting to be pro-actiy®lanager 99].

At the time of the Final Audit the coordinator farsmall group of homes (n=5) felt
that although they had only recently started tokwon the formal aspects of the
GSFCH, participation had heightened their awarené#ise range and breadth of end
of life care. Consequently they identified someecaractices and training needs
which needed addressing before they could commé&®fCH implementation. The
coordinator described the perceived improvementienquality of care offered, and
changes in policy and procedure across this grougoones which had been

stimulated by their involvement in the programmg(ire 7).
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Figure 7. Perceived improvements and changes resul  ting from GSFCH

« The homes now have a resuscitation policy andatiad staff have been given basic life
support training.

» Residents and their families can now make a cHoiceesuscitation or not and discuss thei
wishes regarding last days of life.

e Trained staff have received training in verificatmfirdeath and a policy is now in place.

« Each resident has a new advance care plan, whersiofents and families can choose their
preferred place of care at the end of life. Thisnsethat advance wishes can be stated at &
time that is not so emotive and difficult.

e  Staff are building improved communications with Gisl have an out-of-hours information
form that allows for better continuity of care.

* Homes are using the needs assessment form, usog categories for the A-D groups
according to their end of life status and neederdlare guidelines and a checklist that staff
follow to ensure nothing is missed.

e The GSFCH link nurse and manager are holding a teekly meeting using the PEPSI
COLA form to monitor each resident and documenternges.

< There is now an education resource file at each hbatencludes symptom assessment tools.

« Homes have greater links with the palliative cai@ in our area and we can access any df
their education.

e Thereis an end of life register in each home asd @iitical incident forms.

* In addition to the Link Nurse system for registenedses who coordinate the GSF framew(
in each home, we are to develop a Link Health Casistant programme that will up-skill
health care assistants to assist in the care iolergs.

« Although we are at the beginning of the projectoar already see improved standards of gare
for residents and families and this can only gaveod in a positive way for the future.

« It has been an interesting, enjoyable and wortlembibject. It is good to know we can
influence the quality of end of life care for adsidents.

Kk

=

(From a coordinator of a group of five homes)

Residents’ and relatives’ views
Information from residents is limited because tegearcher was only able to talk to

seven residents from four homes. Managers of tteetbther case study homes who
had given permission for residents to be approaésliedhat residents were not well
enough to be interviewed or explained that potémttarviewees had recently died. In
one of the latter groups the manager had arrangedsiews with three family carers.
Comments may also not be representative as theg alemade by residents who

were generally positive about their care home arstadf and the care they received.

At the time of the case study interviews GSFCH hatlbeen fully implemented in

the care homes and managers revealed marked difeegen how far GSF had been
introduced to residents and relatives. Some hadyebintroduced it all, some had
introduced it to relatives but not residents yeme had provided written material and

some had discussed it with residents individuatlina meeting.
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In three of the homes where we talked to residdrgse was evidence that GSFCH
had been introduced to them. Two had GSF liter&timeheir rooms and some talked
about being asked for their wishes regarding theture care. In the fourth home we
talked to one resident who clearly wanted to rematirthe home for as long as
possible and although she had no recollection ofgoasked about future plans was
certain she had told staff anyway. The managehisfitome confirmed that they had
mostly discussed GSFCH with relatives and had hay limited discussions with

residents.

Four residents (from two homes) described conversatvith staff about future care

and all felt such conversations were appropriate:
| think it's a good idea...it doesn’t do any haronask peopl¢Resident B]
Another resident stated:
| thought it was quite good really’ cos they asked questions say, if | died
would | be buried or cremated? Where would | likebe buried? If | had a
heart attack would | like to be resuscitatd&esident E]
Had those things not been discussed with you ééfem?

No, no[Resident E]

One resident said she wstsockedWhen she read the GSFCH information sheet
because:

I’'m not ready to pop my clogs yet...obviously prepars have to be made

but | was a bit shocke@Resident G]
This resident went on to talk about a subsequestiudsion with the home manager,
which she thought had taken place because she Was 8 few weeks, and after

getting over her initial shock felt it was appr@pe for such questions to be asked.

In the third home residents had read about GSFCH ame remembered a
conversation with the manager, but thought they dralgl talked about what would

happen after death (i.e. cremation or burial).

Several residents had thought about their futureh@s prior to any GSFCH led

conversations and some had already told staff wiegt would like to happen. Those

'8 GSF (2005). This was given to participants at VEbdp 1.

99



who expressed wishes all wanted to remain in the lsame for as long as possible.
Some clearly did not want life prolonging treatngent

Well, when they gave me th§ESFCH information] my answer was
immediate, | don’t want resuscitation, If | havehaart attack or anything |
just want to gqResident C]

However, wishes about not going to hospital weso ahfluenced by views and

previous experiences of time in hospital:

| just hope that nothing happens that would force mto hospital...if |
thought | had to go into a national health hospitaht would be the death
knell for mgResident F]

| don’t want to go to hospital again, they only ekment, | was a guinea
pig...I was in five different wards in three daysd dinere wasn’'t a bed when |
went in so | spent the first night on the men’sdj8Yoman resident B]
One of the homes where we were able to talk tadeess was the home that had
introduced memorial services in the home as atre$§SFCH. One resident talked

positively about attending such a service:

It was quite nice, cogmame] one of the people who had died was on my floor,
| used to get on very well with him and his familResident E]
The relatives we spoke to were also positive alibat home and the care their
relatives were receiving, and at this home careglaere being updated as part of
GSFCH implementation. All three relatives had hadent conversations with the
manager about future plans, and universally didwentt life-prolonging treatments

administered, and wanted their relatives to stali@home if possible:

| really don’t want her life to be prolonged; heunajity of life is very very
poor [Relative B]

We want her here as long as possible in the caneehshe can have palliative
care here ‘cos she’s familiar with it...we want ierbe kept comfortable and
pain free and to let nature take its courgeelative A]
Similarly staff gave positive accounts of relativiesactions to discussions about care
when their relative’s condition deteriorated, irating that relatives want to discuss

these issues, but are reluctant to raise thene#ordf appearing uncaring:
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| found[resident’s nephewjvas really good when | sat down with him and his
wife and discussed all of it and you know wireame]does get really,.... what
they would want? and they were absolutely wondeniuhat they just
suggested was they don’t want her moved at all thant her left at home
here and they were over the moon about it, theyteeathat conversation but
they didn’t know how to bring it upNurse 3, 89]

Relatives also echoed concerns about hospitalslaglyeexplaining that she and her

brother in law (the resident) were determined hmukhnot return to hospital due to

unhappiness at care during a previous hospitalsgiom. She stated that:

He has been getting better since he came [rRekative C]

One relative commented that communication in thdnbad improved recently but it

was not clear how far this was attributable to GBFC

One resident displayed a limited understandindhefgurpose of the GSFCH. He had
been given the GSF leaflet by staff and stated d@ngthing to improve care was
good thing When asked whether staff had asked him what hddalixe to happen in

the event of him becoming very poorly, he responded

| assume the Doctor would send you to hospReakident D]

In the early part of Phase 2 the GSF team had peaztla template letter that staff
could give to residents and their families. Somspoadents felt the letter was too
formal and the language not appropriate or undedstS8ome homes had developed
their own letter and following feedback to the G8&m a single page coloured leaflet

explaining GSFCH was developed for residents amdlifss.

Due to the small number of residents and relatinesviewed and the fact that they
do not represent a broad spectrum of care homes nbt possible to draw firm
conclusions. However, from the perspectives ofehagerviewed, the biggest impact
of GSFCH visible to residents and relatives sodaems to be discussions about
future care and these were seen as positive. Tiggests that with time for further
implementation of GSFCH, the opportunity to talkrtmre residents and relatives
would be likely to reveal further positive impaais care resulting from GSFCH

implementation.

101



Summary

1.

10.

Staff indicated that the implementation of the GS8Fithpacted positively
upon end of life care, including pain managemedtsmptom control.

There was a view that the GSFCH had helped impmarganisation and
documentation of care which, in turn, had improwed quality of care
offered.

A counter view of this was that some nurses foumedrécord keeping onerous,
potentially impacting upon willingness to compleggperwork.

The structured approach to care offered via the @ Eframework helped
increase staff confidence in care giving.

The GSFCH model had promoted discussion betweenleame staff and, in
turn, between care home staff and the primary headte team, particularly
GPs. This improved communication helped staff ifertare deficits and,
they felt, improved communication with residents.

Care home staff felt that GSFCH had the potentiaiprove end of life care
for all residents and their families by providingar structures for identifying,
assessing and planning end of life care. Care plgmwas more systematic
with GSFCH and residents’ and if appropriate faesiliwishes about future
care could be clearly documented.

Improvements were reported even by staff in horhas stated they already
provided good quality end of life care. Other horfedscare planning for the
end of life phase was already sound and GSFCH reoedi their approach.
GSFCH was regarded as relevant to the range @fsakes with which people
in nursing homes die.

Team training and introduction of GSFCH can faaiétdiscussions about the
respective roles of different staff grades, incigsnsight into the unique
nature of each role and increasing knowledge ok#yeroles each play in the
care of dying residents. Care grade staff feltrthgut was more valued and
reported better communication with nurses.

Managers and co-ordinators valued the opportungiesided by GSFCH for
networking with other care home staff in their litya This provided an

informal support network and opportunities to aslestions within a safe
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environment. Some homes, where such opportuniteze Vess available, felt
isolated in this respect.

11.There is evidence that residents want to die inr theme, the care home.
GSFCH can help staff anticipate needs and suppsidents to achieve their
preferred place of care.

12. Involvement in GSFCH can help staff develop thiestening skills and
become more attuned to indications that resideatst wo discuss their future
care.

13.Residents and families welcomed opportunities sculis care in the event of
serious illness, but families were reluctant tseathese issues with staff for
fear of appearing insensitive or uncaring. Respmiitgi for opening this
dialogue therefore lies with care home staff and-GIS offers a framework

for structuring these discussions.
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SECTION 8: FACTORS WHICH SUPPORT OR HINDER
GSFCH IMPLEMENTATION

Data about the factors which support or hinder G3k@plementation comes from a
range of sources: brief telephone interviews witmbas which notified the GSF team
of discontinuation, or disengaged from the progra&nnand analysis of the
guantitative and qualitative data. All sources hguevided a wealth of information

about factors which have the potential to influetice ability of a care home to
successfully implement the GSFCH.

This section starts by presenting data from homéghwdid not complete the

programme and/or the evaluation. Following on,lysis of the quantitative and

qualitative data from homes which stayed in thelwataon reveal features which
emerge as supportive to GSFCH and those which apgpeainder implementation

(Figure 8, p 111).

Homes which did not complete the evaluation

Homes which formally withdrew from the GSF programm e

In the first six months of the programme 13 hometfied the GSF team of their
withdrawal. Brief telephone surveys were condudteidentify the reasons, one home
could not be contacted despite repeated attemptslaia relates to 12 homes. Most

homes identified multiple reasons for drop out.

Staffing and workload
A combination of staffing and workload issues wre most common reasons given

(eight homes). One manager stated;

We were too busy and lots of changes of staff dimefuone sudden ‘on the
spot’ dismissal, consequently | have no suppfivtanager 23]

Another manager described a similar situation:
The staffing situation changed from when we initieégistered interest, drop

out was purely on staffing issues, | didn’'t feebuld commit the time, I'm the
manager but | was having to work as a staff nufséanager 2]
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Workshop location
The four GSFCH workshops, spread over nine montlesewintegral to the

programme and all were held in the West MidlandsurFmanagers stated that the
time and finance to attend the workshops were eitlo¢ available or could not be
justified:

| wasn’t prepared to go to Birmingham to sit and fdly connect, | wasn'’t

aware of the workshops whdfacilitator] first called to tell me about it.
[Manager 57]

A manager who attended the first workshop stated;
‘It wasn't necessary for me to go again, it's a bupgart of the weekly
workload, | felt pressured into going, it was paitnhe that it was essential, but

it's a long day, 6 am to 7 pm, and wasn’t necessarryhe information given.
[Manager 45]

Resources
A majority of homes received funding from the NH8dEof Life programme via

PCTs for workshop fees and travel. Other homestbadeet their own travel costs
and sometimes workshop fees (£60 per workshopJf 8t@endance at local GSF
related training was sometimes during employermsétiAt other homes budgets were
more stretched and staff motivation to attend etimcal sessions in their own time
was variable, especially for lower paid care staff:

‘They’re on the minimum wage and in their own tgpenetimes, | tried to pay
them, | tried creative budgeting, but what are wng to get at the end of it?
Morale dropped a bit, at £5 its hard enough gettpepple motivated, but if
they are getting nothing out of it, the money isiamportant part of it.’
[Manager 45]

One manager felt the local weekly educational sessarranged by the facilitator
were too demanding of staff time. Another reasandimp out was identified by a

recently appointed manager who had other priorities

‘'m concentrating on dragging this home into thE'2entury. [Manager 64]
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Administration and other reasons
One home had recently changed ownership and ‘esnegye scrap of paper’ had to be

changed to show the new logo. Two managers citaderas about introducing more
paperwork into a system which was already seeruffsring from regulatory and
administrative overload, while staff at one hombelved ‘we had to write essays and
things’. Some managers expressed interest in the next pha38FCH though one
manager indicated that while they had participatedhe ‘Investors in people’
programme they were wary of connecting with the NBifSvhich GSFCH was seen
as a part, becaus®Ve speak a different languageFinally one manager stated she
wasn’t aware she had agreed to participate in GSE@H she was contacted about
attending the first workshop. Finally one smallsplst home only had one death a
year, the manager felt they already provided goodlity of end of life care and

GSFCH would not enhance their care.

Managers’ explanations for their withdrawal frone t&SF programme correspond
with issues already identified in the care homam@mesuch as the capacity to fund
staff education and development, keeping withingatsl and difficulties recruiting

and motivating staff (Bartlett and Burnip, 1998Jthdugh staff are very committed to
their work, increasing physical dependency andeising cognitive abilities among

residents also contribute to job dissatisfactioth stness (Redferet al, 2002).

Homes lost to follow up evaluation
Other homes appeared to disengage from the GSKkapnoge but did not notify the

GSF team of withdrawal. These were included in3@ehomes who did not return
Final Audits (Table 8, page 48). Attempts were entmlcontact managers to identify
the reasons, of those contacted:

* One home had dropped out at an early stage, butdtaubtified the team, and six
were lost to follow up despite several attemptsamttact by the evaluation team,
including three homes from the same area. Theit&al had notified the GSF
team that they were implementing the GSFCH framkwodependently of the
programme and the team. Neither the care home staffthe facilitator had

attended any of the four workshops.
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» Seven homes said they were implementing GSFCH dndteer five stated they
had made some progress in implementing it. Five df@dmplemented GSFCH

but did not describe themselves as having ‘dropgd

* Finally for three homes there were differing acdsunof their progress with
GSFCH, with facilitators indicating that homes ratgelly cancelled GSFCH
meetings so they had little knowledge of the ex@hGSFCH implementation.
The managers reported they were ‘doing their owngttwith regard to GSFCH.

The circumstances of two homes which disengageth ftbe programme were
described by the facilitator, 16 months after ttaetoof GSFCH Phase 2:

...[the home]..didn't get started at all with GSF but did workaihgh

the Macmillan ‘Foundations in Palliative Care’ Progmme in
preparation for implementing GSF. They are now agro implement
GSF over the next few months and | am meeting tivéim on Friday
to begin the process of setting up the supportae gegister and
"coding" of residents so all is not logFacilitator 26]

...[the home]did begin implementing GSF by setting up register/
coding/ regular meetings with GP involvement andettgpment of
advanced care plans BUT the manager has receritlatel other staff
not confident to lead on it, therefore its all oaldh I'm meeting with
the new manager at the end of Sept with the aira sfarting ASAP as

it did appear to be working wellFacilitator 26]

These examples illustrate that homes which ‘disgadaand did not complete the
evaluation did not necessarily withdraw from GSF@Hd facilitators aimed to

maintain contact. Progress of these homes appeab® tslower and may present
difficulties to facilitators trying to support homat different stages of implementation
of the programme.

Facilitator influence
Consideration was given to whether drop out waeelihwith facilitator support. Four

facilitators left during the course of the Phaspr@gramme and were not replaced,

leaving eight homes without a facilitator. Fourtibése homes returned Final Audits,
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but two indicated they had not implemented GSFChesE proportions indicate that
active facilitator support is an ingredient of seesful implementation.

There was evidence that some homes that did ngtraudits were clustered around
certain facilitators or coordinators, possibly cating that they had insufficient
resources to devote to the role. One facilitatos Wwaund to be on long-term leave,
and Final Audit forms had not reached care homesnbther area a coordinator of
three homes had left and the facilitator found sthing new links with staff
difficult.

Although the GSFCH programme included access t&S&@@H facilitator, this was
not a given and, as noted in Section 3, facil&tbours varied. Facilitators were not
paid from the GSFCH budget, but from the NHS Enhtif® programme money, via
Strategic Health Authorities. Consequently, while GSF team asked facilitators to
recruit care homes to the programme and offeredelsduarcilitator support, it had no

control over the longer term provision of facildet throughout the programme.

Follow up observations
From the perspective of the evaluation, it is gmbgsible to report on the progress of

homes that participated in the final phase of tauation. Assumptions can not be
made about the progress of homes that provided semmation. It appears that
some of the non-responding homes may have adoppettts of the GSFCH and have
been prompted to re-consider their approachesdwmétife care but there is no way

of verifying this through the research data repbhere.

The reasons care homes dropped out of the prograamdéor evaluation were
conveyed to the GSF team. This enabled the teasddoess these issues in the next
phase of development. For example the need fgthgnand expensive journeys to
the workshop location has been addressed and edgiwarkshops have been
organised for Phase 3 GSFCH.
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Recommendations from care home staff
During telephone interviews and case study visiagers and coordinators were

specifically asked to identify any aspect of impétation which they felt had been
supportive, or which they would recommend. Theselsted in Figure 8 (p 111).
Influencing factors have been grouped into threegmaies:

* Internal factors i.e. those specific to the carmép

e External factors such as other services, and finall

* Factors relating to the GSFCH programme itself.

These categories are not watertight and some factmuld potentially be placed in
more than one category, but Figure 8 offers a fraonk for considering the features
which enhance the likelihood of successful impletaton of GSFCH and those

which appear to hinder implementation.

As noted in Section 2, findings emerging in the reeuof the evaluation were
discussed with the GSF team and some have alreeey Imcorporated into the
GSFCH Phase 3 ‘Good Practice Guide’ (Thomiaal 2006) and other developmental

processes.
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Figure 8: Factors supporting and hindering GSFCH i

mplementation

Factors related to the care home context

Factors supportive of GSFCH implementation

Factors that may hinder GSFCH
implementation

Internal factors

A consistent, loyal and motivated staff team
with agreed common goals

A sound understanding of palliative care with
the home which may come from staff attendi
training and/or the home having good links

with hospices and/or specialist palliative care

nurses

Good staff to resident ratios allowing sufficie
time to talk to residents and relatives and tin
to absorb and assimilate new initiatives
Good communication within the home,

especially relating to management keeping S
informed about developments

Managers and staff who are able to be asse
with GPs and other health workers

Support from owners of small homes, senior
managers or boards of trustees for group ho
who can see the benefits of initiatives such 3
GSFCH

Good budget for training

Internal factors
Staffing difficulties including:
Minimum staffing levels and other

meaning that staff have to attend in their oW
time and thus making training difficult to
mes enforce

S

in pressures (e.g. building work, inspectiot
ng take-over of home leading to new
policies) creating insufficient time to

> absorb and assimilate new initiatives

- Change of management or frequent
nt changes of staff; use of bank staff ; long
e term sickness

- Resistance to change by some staff

- Staff who are new in post who may not
taff have palliative care backgrounds
thve Limited budget for training — sometimes

NS,

n

External factors

Working with GPs from GSF practices, or if
not from GSF practices at least interested an
supportive towards homes implementing GS
Working with GPs who are knowledgeable
about palliative care and/or have working
relationships with and take advice from hosp
doctors and palliative care nurses
Long standing and mutually trusting
relationships with GPs

Working with GPs who are willing to prescrib
anticipatory drugs

Having access to a well-organised local out-
hours services, where information is receive
trusted and acted upon.

Having existing and supportive working
relationships with palliative care nurses and/
local hospices

Having a Home Office License to keep stock
controlled drugs

External factors

Local GPs not being signed up to GSF, or
only paying lip service to GSF

Difficulties in relationships with GPs
Lacking interest and knowledge regardi
GSF

Not sufficiently cooperative or supportiv
Not sufficiently understanding palliative
care

Not trusting care home nurses
Unwilling to prescribe anticipatory
medication

Homes not being allowed to keep anticipatd
or stock drugs

Care home nurses seeing themselves as
having ‘less autonomy’ than district nurses,

d
Fe

ice

on a sliding scale

Difficulties with Out-of-hours services

Not being allowed to have priority
numbers

Lacking confidence in out-of —hours
services carrying through residents’ pla

—

y

e.g. not being trusted to administer medication

Particular problems of homes in rural areas.
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Factors related to the GSFCH programme

Factors supportive of implementation

Factors that may hinder implementation

Organisational factors

Implementing GFSCH needs to be a ‘team’
responsibility — so it doesn'’t ‘get lost’ if a key
member of staff is unavailable or moves on.

additional support to implement GSFCH, as seni
managers regard GSFCH as a quality mark that
be used to promote their homes.

Having other GSFCH homes in the area so it's e
to meet and share ideas.

Facilitation
Having a supportive facilitator, especially in the
early stages of implementation, who has a clear

understanding of GSF, is proactive about contact

and providing information and accessible when
needed to answer queries.

Having a facilitator who works directly with all
levels of staff rather than leaving the manager/
coordinator to cascade information.

Staff training
Implementing GSFCH alongside the LCP (or
similar) creates a comprehensive package of car

(Although this has sometimes been problematic as

staff have felt overloaded with too much new
information at once).

Homes that are part of larger groups may receive

Organisational factors
Being the only GSFCH home in an area can led
to feelings of isolation. This is even more theeca
when homes are in areas where there are no G
primary care teams. Such homes miss out on
networking and joint problem solving.

Low staff levels and other pressures on manage
time can create difficulties in completing
paperwork and attending training or meetings.
Homes that are part of larger groups have to ha
new policies or documents ratified centrally whi
may delay implementation.

Larger homes (approximately 90 or more beds)
found cascading information particularly difficult
Small homes found it difficult to release staff to
attend seminars/training and may be restricted ¢
in not having computer facilities in the home.
Some staff felt recording resident information w.
insufficiently valued, and staff could not rely on
each other to complete all records.

Dr
can

ASy

high proportion of admissions are made in an
emergency.

eFacilitation

Changes in facilitator or absence of a facilitator
left homes with little support and not knowing w
to contact with queries. Homes without facilitato
felt ‘let down’ as one of the promised supportive
elements of GSFCH was missing.
Some managers felt staff would have understog
GSFCH better if it was explained directly to the
by the facilitator rather than the information
passed on by the manager/coordinator.
Resident related

Having a high proportion of residents with
dementia in a home can make conversations ak
future care difficult.

Homes that admit residents from a wide
geographical area (e.g. because of a particular
religion) may have limited opportunities to meet
with relatives.

Culture

Some felt that assumptions were made about pre-
existing knowledge e.g. not all coordinators were
familiar with the Liverpool care pathway, or certain
abbreviations and ‘jargon’.

Regulation

Homes were required to have a green CSCI rating t

be amber or red due to building quality or having a
temporary manager. Such homes may see GSFCH
way of helping to improve their quality of caretye

Care planning is more difficult in homes where a

o

(2N

2rsS

ch

s

>

out

o]

join GSFCH. Some respondents noted that homes may

as a

were excluded from participation.
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Figure 9: Top Tips for future GSFCH implementation

General

At home level

Homes participating in GSFCH should receive infdioraabout the programme as early as possibleato th
by the time of the first Workshop staff have hiagetto gain some understanding of GSFCH.

Provide more written information about GSFCH, presd at differing levels for different audienceg. &
short booklet written in ‘lay terms’ (this could g&sen to potential residents and their families)

Use fewer acronyms and eliminate health servigojar

Be clear to homes that they don’t need to implen&®FCH for all residents immediately but can ptisei
Provide more education about GSFCH for GPs and CSCI

Improve public awareness generally so that stafftalk to health professionals and potential reg&labout
GSFCH and expect this to mean something.

Provide some recognition for homes which have gigdted in GSFCH.

Provide complete clarity for nurses in terms of teawrite regarding resuscitation wishes — otheenthey
may fear ‘getting it wrong’ and the possibility faicing litigation from families in the future.

Suggested improvements to forms

- More space to write on the ‘PEPSI COLA’ form.

- Space for the nurse and manager to sign the AddaeDaee Plan.

- SCR2 to be more nursing home specific — would tedtbmes adopting it without adaptations, leading
consistency between homes and for staff when thagge jobs.

- Some nurses are responding to the PACA form byigiray a snapshot of residents’ conditions at two
specific time points during the day, rather thaovfting an overview of the intervening hours, which
may reveal a different and more accurate picture.

- Remove ‘date of death’ from the front of the SABn, can be insensitive as this is shown to regile
and relatives.

Suggested improvements to workshops/programme

- Hold workshops in easily accessible locations —esdelegates found Walsall significantly more diific
for travel than Birmingham.

- Use case studies to aid understanding.

- In group-work the group facilitators need to mantuge well so that everyone has a say and no one
monopolises.

- Arrange for participants to meet again, perhasyears time to provide further opportunity to tetom
one another.

- GSF Team should maintain links with the current Bl#ahomes — they may still be struggling in a ceu
of years when GSFCH is more established, while lsortéch have introduced it later may have
benefited from their involvement and in turn beedtnl advise them.

Introduce GSF through the staff team graduallyg-make sure all at management level understahd ful
before introducing to nurses.

Liaise with other GSFGH homes, share experiencesdaad. This can reduce workload and provides
reassurance.

Go through all paperwork with the facilitator inrpen.

Work on the relationship with GPs — they need ttbeboard’ and to support the homes’ introductidn
GSFCH.

Don't be afraid to ask questions at workshops drfdailitators.

If possible get the facilitator to explain GSFCHalbstaff.

Don’t assume informing and training staff about @8Hs sufficient, check they have understood aed ar
using it. Repeat or follow up sessions may be neede

‘Go for it — grab it with both handg§Deputy manager 22].
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Summary

1. Survey and qualitative data has revealed a numbdaators influencing
implementation of GSFCH which relate directly togamisational factors
within the care home. These include staff resouressn-working, workload

issues and availability of training budgets.

2. Factors which were supportive to, or barriers td&-GB implementation have
been identified. These included factors relatethéoorganisational context of
the care home, homes’ relationships with primaryecand palliative care
teams, and factors related to the GSFCH programme.

3. Based on their experience of joining and implenmenthe GSFCH, managers
and staff made a number of recommendations which tha potential to

improve the relevance of GSF to the care homeshget

4. Supportive factors, barriers to implementation asdff recommendations
were conveyed to the GSF team during the evaluakeatures to which the
team were able to respond have been addressechemghorated into GSF
Phase 3.
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SECTION 9: FINAL CONSIDERATIONS AND
RECOMMENDATIONS

The aims of this one year evaluation of the intddun of phase 2 GSF into care
homes in England were:
1. To evaluate the impact of the GSFCH on end ofdéee in care homes for
older people.
2. To identify the contextual and organisational feesuof care homes which
supported or hindered GSFCH implementation.
3. To explore the extent to which care homes were &bladopt optimal
standards of practice in end of life care.
4. To identify a range of indicators to inform fututevelopment of GSFCH

(as defined by Macmillan R&E group).

Before addressing these issues for homes which letedp the evaluation,
consideration is given to homes that did not coteplee GSFCH evaluation. This is

important as the nature of the home nrdluence uptake of GSFCH.

Response issues
The overall evaluation response rate was 55% (32f@presenting good retention

over the 12 months of the evaluation. Of the 79 é®that returned a Baseline Audit,
49 (62%) returned a Final Audit, giving confidenoehe results. It was noted at the
outset that a number of homes did not continuerdoige data for the evaluation. It
Is not known if this is a failure to provide evaioa data or an indication that these
homes had deferred or stopped the GSF programme. infbrm this further

consideration was given to the homes that droppédfahe evaluation.

One key question was whether the care homes wjadhcipated in GSFCH were
representative of care homes (nursing) in Englantl regard to size of the home,
resident profile and place of death of residentee Thomes did appear to be
representative and consequently the outcomes aévkeiation have implications for

care homes nationally.
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GSFCH was successfully implemented by many homesevadenced by the
evaluation and staff felt it addressed one of ttennareas of nursing home care.
Although providing quality end of life care is impant to residents and staff, many
staff felt it was an area which had been largelgleeted and some homes had
received little support in developing practice. @thhomes in the evaluation
experienced difficulty staying in the programme andpleting the evaluation.

Analysis of data on withdrawal indicates that apmmion of homes dropped out early
in the programme for reasons relating to staffifignding, time pressure and
perceptions of the amount or type of work that B8FCH programme would
involve. Some but not all of these factors werendthit the control of the GSF Team.
For example, some managers appeared to have menffinformation about GSFCH
before agreeing to participate, or insufficient dirto consider the implications of
joining the programme. This research evaluation nesded to help offer insights
into what factors related to, for example, staffihghding and team work which may
impact on implementation. This has also been hnitt the Good Practice Guide
(Thomaset al 2006) that can be used to advise homes signing dptire GSFCH
Phases.

It is important to note thafailure to complete the evaluation was not necdgsar
synonymous with failure to complete the implemeaatabf theGSFCH. A proportion

of homes which did not complete the full evaluat{@e. failed to return the Final
Audit) indicated that they had started aspects 8FGH. Some homes had not sent
representatives to the later workshops and wergeatieey had ‘lost ground’. The
extent to which these staff will be motivated orleatbo continue the GSFCH
programme is unknown. The GSF team are alert tdatiethat some homes may be
working at a different pace to suit local circunmet@s, for example, some homes were
initially working to improve collaboration with priary care practices because this

was regarded as essential to implementing the anagie.
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Outcomes of the GSFCH evaluation

This section now reports on the four evaluationsaim

Context

Baseline data reveals that some homes had anngxisterest and involvement in end
of life care. For example, 18% of homes which caeted the evaluation were using
the ‘Foundation in Palliative Care’ education pacid 17% were sending handover
forms giving details of their residents who mayuieg medical input out-of-hours,
before they commenced GSFCH. This indicates intaregnd of life care at the
outset which may have been a factor in signingargtie programme. However, on

other measures the participating homes appeay tgplcal of care homes nationally.

The impact of GSFCH on end of life care
The evaluation indicates that the phase 2 GSFClgranome did result in homes

making progress towards achieving the identifiedsabf the programme (page 5).
There was evidence of changes in practice durieg38FCH programme as indicated
on the pre-post measures on the audits and aftgh dmalysis (Section 4). This
included changes in practice related to use ohth@nced care plan, last days of life

pathway and prescription of anticipatory medication

Statistical significance ascribed to these itemggsests that the increase in use of
these aspects of care was unlikely to have arigashéince. Quantitative measures by
themselves do not indicate the reasons why suchgelsaoccurred, only that they
took place. However, when results from the survatadre combined with findings
from the open ended audit questions and from thaditgtive data, there is some
confidence that the changes seen in the increaselaption of various care items
were the result of the GSFCH programme. Increased ai advanced care plans,
listing of PRN medication or giving written informman to families cannot guarantee
that end of life care given to residents and tfeminilies is of a better quality. Data
from the interviews, case study visits and auditaigh reveals that many respondents
believed there was a direct link between the GSkEG# recent improvements in end

of life care.

Statistically significant reductions in the rateanisis admissions to hospital indicate
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that aim 3 of the GSFCH was achieved. Overall thallation indicates that the
GSFCH provides a framework which has the poteritbaénsure delivery of high
quality, holistic end of life care. It does this Ipyoviding information, training,
support and structured care plans for end of Ideec Critical to the success of
GSFCH is the identification of residents thoughb®in the last year of life so that
care planning can be initiated and residents’ vashigh regard to preferred place of
care and type of care established. Staff respoademi homes which felt they had
progressed with  GSFCH reported that the programmaviged them with a
systematic approach to delivering end of life caidgressed their educational needs
and acknowledged the important role of care homed of life care. By addressing
these three key areas the GSF programme had iedrehsir confidence in their
practice and working relationships with other hegltactitioners, and improved end

of life care.

Contextual and organisational features of care home s which supported
or hindered GSFCH implementation

Features of homes that progressed well with GSFCH

Staff from homes which felt they had progressed wéh GSFCH had a number of
supportive factors including: senior staff with existing interest or experience in end
of life care who were pro active in ensuring the programme was given priority in
their home. Good staffing levels, a stable workéorand support from senior
management and/or home owners also featured andmanitment to on-going
training and staff development was also evidentdlevels of team working were
reported and evident in the case study homes. Thases often had good primary
care links and support from GP practices and soamt tegular meetings with
palliative care specialists. GSFCH may be a sputher initiatives and some teams
identified issues that needed addressing beforgingilaGSFCH. Consequently
respondents from these homes were just startingQBIS&t the time of the Final
Audit. In the interim they had addressed and c&atibther areas related to end of life
care and felt they had made good progress.

Features of homes that experienced difficulties wit h GSFCH
Identified difficulties in starting or progressingith GSFCH included senior staff

changes, other staffing problems, perceived orahctime pressures, difficulties
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attending the four main workshops due to lack ofding, perceived or actual lack of
GP support and lack of a facilitator. Homes whieparted progress with GSFCH
also experienced some of these features, indicthiaigthe presence of one of these

features may not impede progress but the combifiecte may.

The extent to which homes were able to adopt optima | standards of

practice in end of life care

Some homes in the evaluation had already demoadteat interest in improving end
of life care before they started the GSFCH programfor example they were
sending handover forms to out of hours providerd @ollowing end of life care
education programmes. Such homes were adoptingritheples of GSF type end of
life care due to commitment by individual managetaff and NHS colleagues, and
support and encouragement from care home owneesGB+CH programme offered
a programme with the potential to improve end fef tiare on the required scale i.e. to

a large number of homes at the same time.

Informing future development of the GSFCH

A range of recommendations for future developmérthe GSFCH have been made.
These are discussed in ‘Recommendations for peag¢pages 120-123).

Other issues raised by the evaluation

Research access and ethics

This evaluation largely reflects staff perspectiasl while these are important,
effective means of including residents and familiesvs need further exploration.
Difficulties were encountered in trying to interwigesidents and the role of managers
in facilitating access to residents needs to befield. The fixed format approach to
recruiting with multiple pieces of information whidNHS ethics committees require
for potential participants (introductory letterformation sheet, consent form) may
not be the best way of approaching all care horsgleats. Interviews with relatives
were not planned as part of the evaluation butethmere conducted because a
manager had arranged them. Further work needs fmrexappropriate means of
working with residents and their families so theg &etter represented in research

that has the potential to influence the qualityhair lives.
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Multiple perspectives
Dissonance between telephone interview data aedvsit data was found at one

home. This may have resulted because the managemetathe co-ordinator and
implementation issues may not have been fully comoated. This highlights the
need for evaluation data that incorporates multypsvs because of the potential for
differing perspectiveDiffering perspectives may have been found elseg/kfanore
homes had been visited. Finally, the findings iis #awvaluation largely represent the
views of care homes staff, to some degree thetresatcess issues discussed above.

GSFCH and the Liverpool Care Pathway?
Some homes introduced both GSFCH and the LCP,simiar ICP, within a short

time scale. Consequently some staff appeared &rdee two programmes as one
entity, and some of the improvements attribute@8-CH may be due to both and it
is not possible to tease out their relative contidns. GSFCH endorses use of a
pathway for final days of life care e.g. the LCP,tlle minimum protocol for the
dying, as C7 of the GSF Framework, so simultaneowseduction of GSF and the

LCP does not invalidate the outcomes reportedierfdrmer.

Timing of the evaluation
A longer period of follow up of the GSFCH may halemonstrated more progress.

Some respondents stated that although the programachdeen introduced to staff,
experience of the use of GSFCH in practice wad gtibwing. Conversely,

longitudinal studies suffer from greater samplétaih as time progresses.

Quality homes?
A number of indicators show that the homes whichigpated in GSFCH appeared

to be representative of care homes nationally &edhbmes which completed the
evaluation did not differ to any significant degrigem the homes which did not
complete. However the possibility remains that hemich participated in GSFCH
represent better quality care homes. For exampte snanagers reported that a GSF

GP encouraged their participation in GSFCH bec#usgwere ‘good’ homes.
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Recommendations

GSFCH was successfully adopted by many care holhgsoduced demonstrable
improvements in key areas and addressed the canokrasidents, relatives and care
home staff. In order for sustained growth and cwation of the programme

recommendations are made in the following areas:
1. Recommendations for practice
2. Recommendations for future care homes research, and

3. Recommendations for policy

Recommendations for practice
The Recommendations that emerged from the reseezoh relayed to the GSFCH

development team as the project progressed, &uilif a rapid response to issues

raised in the evaluation.

NB Many of the points noted below have been taken on board in the Good
Practice Guide for Phase 3 of the GSFCH programme

Improved preparation for GSFCH
1. Managers and senior staff in care homes need nmdoemation about the

GSFCH programme to enable them to make informedsides before
committing to the programme. A few facilitatorspapred to try to recruit
large numbers of care homes at the start of theGBSfPhase 2) programme
evaluated here and some managers had insuffigraet dand information to

consider the implications.

Management support for improved implementation of G SFCH
2. Success in implementing, supporting and sustair®@®FCH was highly

dependent upon the support and steer from managemdror home owners.
Homes which experience recent senior staff changes/ lack the
commitment to provide GSFCH the priority it reqg@iredn some homes
implementation stalled because the coordinatoraleft GSFCH had not been
embedded. For Phase 3 GSFCH homes have been askddntify two

coordinator posts to help to address this problem.
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Designated preparation period before starting the G SFCH programme
3. The development of improved preparation beforetiatathe full GSFCH

programme, a ‘mini’ GSF should be considered. Timight include for
example the prognostic coding, the advanced carre gohd a requirement that
homes deliver the ‘Foundations in Palliative Cdraining to all staff. Such a
programme could act as an introduction to GSFCHaafist stage for homes
that wanted to progress to the full programme. hdfnes are not able to
complete these elements they are unlikely to matagéull GSFCH. A mini
programme would also indicate the organisationadl #me commitment
required for the full GSFCH programme and may sgbestly reduce the

proportion of homes withdrawing from the main preogme.

Guidance on advanced care planning
4. Clarification is needed regarding the need to fedate the advanced care

plan at specific, realistic, intervals to ensurattlit is treated as a live
document by all health practitioners and residewishes respected. National
and local liaison with relevant NHS bodies is rexed

Tracking and auditing participating homes
5. An audit system needs to be developed in order daitor the progress of

homes through the GSFCH programme. Lack of momigomade it difficult
to track homes and some difficulties were only ed®#d when homes or
facilitators were contacted by the evaluation tdsoause of non response to
the post GSFCH survey. The absence of active mimitonade it difficult to
gain an overall profile of homes' progress with G&EF Monitoring homes'
progress is vital because the team needs to knevsdhle of the impact of
GSFCH, especially for subsequent phases which roaype evaluated in the
same depth as was Phase 2. Additionally, homesesttsl in subsequent
phases of GSFCH were advised to contact Phase 2ddims possible (even
likely) that many homes that did not complete tbhevey forms are carrying

on developing use of GSFCH at ‘their own pace’.
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Monitoring facilitator support
6. Local facilitators were critical to the succesSG8FCH and were a vital link

and support between the GSF team and the care héaabtators were one
of the strengths of GSFCH, but also the weakest iateey were not available
or able to support homes. Homes in isolated amgase particularly
vulnerable if facilitators left because they hadher formal facilitator support
nor access to informal support networks with neghlng homes.

7. The system for maintaining contact with facilitatorand identifying

replacement facilitators requires review.

Assessment of team working in care homes
8. The team working questionnaire (TWQ) was used tdilprstaff in case study

homes. Staff were willing to complete the TWQ, d@saquick to complete and
provided useful profiles of attitudes towards aspef team working. Initial

use of the TWQ by staff may help indicate areas #fwuld be addressed
before commencing GSFCH and has the potential ta bgeful tool for care

homes wishing to evaluate and where necessary eati@am working

Sustainability — Future monitoring and accreditatio n of GSFCH
9. The GSF team should consider whether homes paticgpin GSFCH should

be accredited and subsequently monitored in any. Wanagers indicated
they would be citing GSFCH participation in theiuhficity in order to
demonstrate to potential residents and their fasitihat they offer quality care
throughout a resident's stay. The team need toidemsvhich elements of
GSFCH they would expect to be in place in orderHomes to claim they
have adopted GSFCH.

Location of GSF Workshops
10.Centrally located workshops were a means of helgexglop a peer support

network for those accessing this programme, a igesieature identified by
some in this evaluation. However, it was challaggio others. In particular

the homes that did not complete the evaluation chéet the location of
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workshops at a distance was a problem as it impgaojgon staff and
resources.
11.Locally based workshops should be considered. (Bpted by the GSFCH

team in phase 3)

Funding issues
12.1f GSFCH is not adequately supported and embeddexhrie homes the full

benefit may not be realised and there is the rigk GSFCH may lose
credibility. The need for a more secure and ina@ddsvel of funding should
be investigated if the programme is to be delivdcechore care homes and be

sustained.

Staff access to local end of life training was able, depending on locality

and managers’ training budgets. Some equity inafea is required.

Recommendations for future care homes research

13.Overall, thesurvey toolaused to audit care provision were useful in caither
data. Future studies will be able to take a monecise approach to data
collection focusing, for example, on the key issigestified here that can, to
some extent, measure progression in care givingdoapon implementation
of the GSFCH. Use of refined audit tools will bleacare home staff to audit

their own progression in due course.

14.Using these tools to capture more wide ranging,dataexample specific
details related to characteristics of the resideapulation and staffing levels,
were not successful and warrant further considerads to how knowledge of
these factors can inform future development of einlife care in care homes.

Use of existing data sets e.g. CSCI data shoulkpred.

15.The After Death Analysis (ADA) toakas shown to be a useful means of
auditing end of life care provision. Short, coeciguestions around issues
related to the last 5 deaths in homes were helpfuheasuring care homes
progression in managing care at the end of lifenDestrating positive trends
through this tool shows that care could be improgethg those people near
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the end of life consistency in care in the famihame environment. This was

supported by better care management demonstratbad surveys.

16.Access to residents proved challengifgll ethical approval to do so was
obtained from the MREC. However, access was somestiblocked by the
‘gatekeeper role’ of the home managers. This iaraa the research team will
be following up as it raises a number of questiabsut the care home
managers’ roles and the rights of residents in saténgs that are, after all
their home. We need to review other ways of adegdhis group to explore

their feelings about this sensitive issue.

17. Structure, culture and organisation of the care lBofonsideration should be
given to undertaking a number of more in-depth cdadies of care homes.
This would enable detailed and fine grained workuteover the specific
elements that influence the abilities of individuzdre homes to change

practice.

18.Education Resource and material€€onsideration should be given to
undertaking a detailed study of the role of theliftator as innovator. There is

also scope for wider evaluation of the value obuese materials.
19.Similar detailed study could be made regarding Wwk of care home
managers. To what extent does their approach aiel fsicilitate or hinder

innovation?

20.Further research is needed to investigate the kenef Advanced Care

Planningto inform future programme development.
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Recommendations for Policy Makers

21. Allow realistic timescales for change.

22.Work on fundamental capacity building, particularyespect to the interface

between the care home sector and primary care.

23.Provide clear guidance for those working in theedame sector in terms of
policy priorities. This will help avoid 'policy @rload’ as care homes strive to

address the wide ranging policy agenda.

24.Coordinate the range of monitoring and governamoequures to reduce the
likelihood of duplication of effort in responding humerous requests for

performance related data.

25.Most care homes’ fees for GSFCH were met by stratbgalth authorities
from NHS ‘End of Life’ programme money. A minoritgf care homes
appeared to be unable to access these funds. Btensyeeds clarification,
either all care homes (nursing) should have actiegbe same fund or the

resources are given directly to the GSF team tvelethe programme.

26. Staff access to local end of life training was able, depending on locality

and managers’ training budgets. Some equity inafea is required.

Comment on Research Methods

It is important to note that, within the time caastts of the project it was not
possible to set up a number of homes that couldctetrols’ by allowing us to
measure care giving without the influence of GSH&Zbgramme at 2 points in time.
Hence it is recognised that other factors may hiaweacted upon the changes

observed in the homes where care was evaluated.
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SECTION 10: APPROACHES TO RESEARCHING
DEVELOPMENTAL PROGRAMMES

Introduction

As noted in Section One, a key part of review @ firoject is an examination of the
approach adopted which will help refine our methotiseal word research in care
home settings. The extent to which this approach swccessful is discussed in the
results section and the considerations of the maptins for future research below
serves as a reflection on the research processeatidphis draws on the experience of
the research team in developing a project in caneds that:

a) was on a larger scale than much of the wotkighsector to date and

b) raised methodological challenges in developingrkwin the ‘real world’ that
incorporated rapid feedback from researchers twnmfthe next stage of development
of a planned programme.

To set this in context, the status of research émio of life care in care homes in the
UK to date will be considered briefly. This will Hellowed by a reflection on the
challenges of undertaking research alongside alal@went project in health care.
Next the issues around partnership working in fvigject will be considered to
inform future projects involving similar collaborabs. Finally the limitations

acknowledged in the research will be considered.

Research in the Care Home Sector

International and national policy has highlightad thallenges of developing quality
end of life care provision to support the 75%pebple who die from diseases other
than cancer, a group that has not historically fiexefrom ‘good’ palliative care
(Davies & Higginson, 2004; Department of HealthD2D This group includes the
large number of older people who die in care honiiéss consideration was key to
the decision taken by the GSF team to roll outGls&- programme into the care home

sector.
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At the outset of the project a preliminary liter&uweview using the broad headings
of care homes and end of life care revealed #tlea previous research in end of
life care in care home settings in the UK with theeption of some notable work
produced by Froggatt (2001 & 2005; Froggatal, 2003) and Hocklegt al, (2005).
This can be contrasted with a vast body of liteetelating to end of life care for
those with cancer in receipt of palliative carendicated for example in the work
reported by Paynet al, (2004).

Given the focus of the GSF programme was on caamgeworking together to
develop practice, the literature was also examfoeavork undertaken in relation to
a range of other relevant issues in care homesdimg team working, working across
the primary and secondary health care interfacethededucational needs of staff.
Again this revealed a dearth of literature at theset, though notable exceptions

referred to earlier in this report include Eyer8dQ) and Redferst al, (2002).

It is interesting to note that the period in whibis project was being developed and
implemented has coincided with an increased isténeresearch and development in
the care home sector. This is evident in the éstabent of a National Care Homes
Research & Development Forum that has bought tegettsearchers with shared
interest in this sector. This has proved to bevalyi forum in which researchers
collaborate to implement the much needed reseamdhdavelopment work in the
sector.

In addition to this a strong push by key agena@esh as Help the Aged, have led to
the publication of a strategy document ‘My HomeeLifHelp the Aged, 2006), that
has highlighted the need to focus on developing $kictor. Consideration of end of
life care is a key issue in this publication. Irdiidn there has been a steady trickle of
reports sharing experiences about various aspécesearch in the sector, indicating
an increased awareness of the importance of canedigoles in providing end of life
care (Froggatet al, 2006; Murphy, 2007).

This emerging literature is adding to the body wdkledge of how to use research to
help evaluate care development in care homes. dbh@nance of action research
approaches was reflected in the project reporteel Wwéh one key difference to other
reports of work in care homes, such as the recemnentary by Froggattt al,

(2006), namely the scale of the project. OnceGB& team moved beyond Phase 1
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of GSFCH, the pilot project df2 homes(Maryonet al, 2005) the plan to roll this
work out at a national level in Phase 2 reportec hied to the participation &5
care homes initially. Research that spans such a largmber of homes is
unprecedented, consequently there was little tdegthie research team as to the ‘best

way’ of conducting this study.

The vision of the GSFCH programme was to enhancecoérife care in the care

home sector and the purpose of the evaluation avasdluate whether this goal was
met, identifying the factors which facilitated orepented implementation of the
programme. A key requirement was to keep the G&m tmformed of the research
outcomes as they emerged, to help inform the nexsg of GSFCH development. A
commitment was also made to keep care home sfaifmied of research outcomes
and feedback presentations were made at the foeC8Svorkshops. The workshops
also provided a forum where the emerging findingsla be considered further with

feedback from care home staff contributing to @®F team’s overall evaluation,

thus providing the research team with additionaights that could be followed up in
the later stages of the study. An action reseapgroach was described. However
debates within the steering group led to the needfurther consideration with a

general question to whether the nature and the sdéahe GSFCH project, running
in tandem with an integrated evaluation programeoe)d appropriately be described

as using action research. This issue is explortddubelow.

Research design issues

The research reported here was characterised &g inethe action research tradition.
Analysis of the research model adopted highlightege features that commonly
emerge in definitions of action research. Thisuded close collaboratiobetween
the research team and the GSF team in devisingaunationthat could be developed
in tandem with the implementation of the GSFCH paogme and identifying
mechanisms for rapid feedbasé that insights gained through the evaluatioriccba
used by the GSF team to help inform ongoing devety of GSFCH.

The fundamental aim of the GSFCH programme forave the quality of end of
life care meant that ongoing discussion betweendkearch and development teams

were undertaken to ensure results were availabt®oas as possible to help achieve
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this aim.  Such an approach can be seen to rdflesin’s definition of action
research asa’way of generating knowledge about a social systéitst, at the same
time, attempting to change ifHart & Bond, 1995, cited p13). Although this
definition is seen as seminal in the action redelrerature some authors are critical
of Lewin’s perspective, seeing it as a form obcial engineering, perhaps a process
of ‘doing to’ rather than ‘doing with”. For exarf@Carr & Kemmis, (1986, cited in
Hart and Bond, 1995 p21) state the hall marksaotiba research are awareness
raising, empowerment, collaboration and enablingctitioners’ to develop as
researchers. This perspective presents a chalierige context of this study. At what
level are practitioners defined in an action redegrocess; are they the managers of
care home groups, care home managers or the caffewairking directly with
residents? Here, the GSF team was implementprggramme designed to improve
end of life care. It is acknowledged that they doabt do this without the input and
commitment of the care home sector and a numbkeyfpeople in developing care
home services were actively involved in the proc@séss included leaders from the
sector actively participating in the change strategking presentations at workshops
and supporting the involvement of their own ca@mhs. There is little doubt that on
the basis of the commitment of the GSF team andvenein which the development
programme was delivered, that what they soughtdowmds to help practitioners
develop better end of life care in their sector.sth doing they would argue that
opportunity for empowerment by practitioners camarf the impact of knowledge
about practices and procedures that would inforchadrife care. What practitioners

were not involved in was the research process.

To explore this further the research framework tged out of an in depth study of
action research completed by Waternsmal, (2001) was considered. This work
concluded with a working definition of action raseh today as:

‘ a period of enquiry that describes, interprets, and explains social situations while
executing a change intervention aimed at improvement and involvement. It is problem
focused, context specific and future oriented. Action research is a group activity with
an explicit critical value basis and is founded on a partnership between action
research and participants, all of whom are involved in the change process. The
participatory process is educative and empowering involving a dynamic approach in
which problem identification , planning action and evaluation are interlinked
knowledge may be advanced through reflection and research and qualitative and
quantitative’ research methods may be employed to collect data. Different types of
knowledge, including practical and propositional, may be produced by action
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research. Theory may be generated and refined and its general application explored
through the cycles of the action research process (Waterman et al 2001 pp2-3)

The key principles arising from this definition veetonsidered in the context of this
work (Figure 10). This analysis suggests thisat@bn could be defined as an action
research approach. However, there is scope forleciga in several aspects. For
example, thesocial situation’ in which the GSFCH programme was located reflected
diversity in nature and culture of care homes. héligh they all fall into one care
sector, the case study work (Sections 5-7) illtstrdéhe diversity of context and could
be said to reflect multiple social situations. &ftHer it is acceptable to describe
multiple homes as a ‘social situation’ is unclear definitions of action research
generally do not delineate the limits of the ‘cas®hat is clear in relation to action
research previously conducted in the care homeiségtthat it tends to focus on
single organisations or small groups (e.g. Frogefadét, 2006; Hockleyet al, 2005).
Similar observations can be made of exemplarstiufracesearch reported in standard
texts (Hart & Bond 1995). The application of thethod across the sector is an
appropriate application of the methodology to a tipld-case approach. This
increased the richness and depth of the data amlitafied a more comprehensive

analysis of the GSF implementation in care homes.

Another key consideration (Figure 10) is that tfeange intervention was aimed at
improvement and involvement’. However, when consideration is given to the nature
of the ‘group activity’ some questions arise that are not dissimilaredagbue raised
about the context. For example, does group agtiriain action research framework
require equal input from all groups at all stagess an evolutionally model such as

developed here seen as acceptable?

In this case it is possible to discern 4 groupsolved in the development and
research activity (Figure 11) . The stimulus foe GSFCH programme arose with the
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Figure 10: Definition of action research (Waterman
GSFCH Evaluation

et al, 2001) applied to

Principles

GSFCH Programme

Period of enquiry

1 year

Social situation:
and explained

described, interpreted,

GSF Care Homes programme. National
programme to inform/impact local
agendas.

Change intervention aimed at
improvement and involvement

GSF designed to impact on the way care is
delivered

Problem focused

Challenge: can the GSF intervention
improve care at the end of life

Context specific

Care homes

Future oriented

Phase 2 (reported here) to inform phase 3
in roll out programme...

Group activity

4 groups:

GSF development team

Research commissioning team (Macmillan)
Research team

Care home staff

Partnership between action researcher
and participants, all of whom are
involved in the change process.

Partnership clear at strategic and
operational level

The participatory process is educative
and empowering

GSF based on educational model
designed to improve professionalism and
empower through knowledge

Dynamic approach in which problem
identification, planning action and
evaluation are interlinked

Knowledge used at each stage used to
inform next... (process evaluation)

Knowledge may be advanced through
reflection and research

Regular meetings, reviews, shared learning
between participants

Qualitative and quantitative’ research
methods may be employed to collect
data.

Audit, surveys, interviews.

Different types of knowledge, including
practical and propositional, may be
produced by action research.

Practical focus

Theory may be generated and refined and
its general application explored through
the cycles of the action research process

Next steps
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Figure 11: Action research involvement and funding in GSFCH Evaluation
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GSF team members who as leaders worked with otitegnised leaders in the health
and care home sector to plan the implementatiotheforogramme. The work was
supported by the Macmillan Research and Evalugirogramme and this group was
involved in the iterative commissioning processhs evaluation. The GSF team’s
target was to help care homes instigate a changeegs in their own organisations
and following the initial workshop they began taptthis role. However, unlike the
GSF team and the commissioning group, the careehstaff were not party to
developing the evaluation process although in duese they did contribute to the
data collected as a means of examining their owgress. Pre and post survey data
for example allowed local evaluation of impact (8t 3). In this sense there was
extensive involvement from a diverse stakeholdeupgr a key component of action
research (Hart & Bond 1995).

In relation to other criteria, referring back ta&ie 10 and Waterman et al's (2001)
description of action research all groups involweeked to develop a model of
‘partnership’ working that supported GSFCH prograndelivery and evaluation.
Within this framework there was recognition of theed for a flexible approach to
research, to develop a plan that met the critenaaf‘dynamic’ approach in which
action planning and evaluation were interlinkedowledge could be advanced

through ‘research and reflection’ and a ‘rangenethods’ were used.

In sum, it can be seen that using Waterman e{2081) definition of action research

a number of features of this approach can be glédhtified in this study.

The framework offered by Hart & Bond (1995, p40flecs a means of exploring this
issue further. The authors identify four coategories reflecting the main drivers
or purpose behind action research projects, whae experimentation,

organisational, professionalising or empowermeasons. Within each of these four
drivers, Hart & Bond (1995) identify seven dimemsioincluding educative base,
participation at individual or group level, the @scof the problem, the nature of the
change, improvement or involvement, the cyclicabcess and the research

perspective. (Figure 12).
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Figure 12: Synopsis of Hart & Bond (1995). Typolog

y of action research (p40-

43).
Experimental Organisational Professionalising Enipowering
Educative Re education Training Empowering Consciousness
base Managerial bias professional controlj raising
Overcoming advocacy on behalf| Empowering
resistance to change| of patients /clients | oppressed
Client focus Practitioner focuses| groups
User
practitioner
focus
Individuals Closed group Work groups Professional and or | Fluid, self
in groups selected by Selected membership interdisciplinary selecting or
researchers for natural
purpose of Selected membership Shifting boundaries
measurement membership
Fixed membership Fluid
membership
Problem Problem relevant to| Problem defined by | Problem defined by | Emerges from
focus social powerful groups professional group | members
science/managementRelevant to Some negotiation | Completing
interests managerial interests | with users definitions of
Problems emerge | success
from professional
practice
Change Experimental to test Top down- directed | Professionally led, | Bottom up
intervention. | social science change by predefined
theory/generate predetermined aims | Process- led
theory Problem to be
resolved
Improvement | Towards controlled | Towards tangible Toward Negotiated
or outcome outcomes improvement in outcomes
involvement practice
Cyclical Research Action and research | Research and action Open ended
processes component components in component in process driven
dominate tension; action tension
Casual process dominated Identifies causal
noted processes that are
specific or can be
generalised
Spiral of cycles
Research Experimenter/ Differentiated roles | Practitioner or Practitioner
relationship respondents between research research /co-
and degree of| Outside researcherg consultant/researchef/collaborators researchers/co
consideration participants change agenda
Outside resources
and or internally Shared roles
generated
Merged roles
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Reference to Hart and Bond’s model helps refindrdmmework used here. Our work
did not fall into theexperimentalcategory so that context is easily dismissed. The
GSFCH programme can however, be seen to have aerpinding philosophy
designed to helprganisational developmerinh end of life care within the care home
sector. Key to theducational focusthe core intervention was a training programme
that had a ‘manageriall focus in that it was dieect via the home
managers/coordinators. The GSFCH programme can dsn sas offering a
professionalising strategy. Although this was netaed purpose, inherent within the
change programme is improvement and empowermestiafif The extent to which
this could add to a professional agenda was peiimajed, the care home workforce
is diverse ranging from registered nurse manadgersare staff with limited
qualifications. However, it was anticipated thatassful implementation of the
GSFCH programme wouldmpowerstaff to give better end of life care to residents

in care homes, a fact borne out by this researed §ction 7).

Thus, consideration of each aspect offered by Had Bond (1995), demonstrates
that the research strategy adopted here buildsnoneatends an action research
approach. The major drivers were to support anduatea the impact of an
organisational change development arising from @amantation of the GSFCH plan
and this was achieved. The key beneficiaries is ¢tbuld be the people in receipt of
care at the end stage of life, which is the aimtled programme. However,
professionalising strategies can be seen to hepnitvidual staff involved, whilst
supporting group development. Enhancement of stkif will help care home
managers and owners feel confident that they chveddetter quality care which in
turn has the potential to empower staff, withirplanned organisational delivery

programme. The dimensions of this are illustrateldigure 13, below.
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Figure 13: Application of Hart & Bond typology to

GSFCH programme

Action Research agenda

GSFCH Programme:

Educative base

Training to empower

User practitioner focus
GSFCH workshops, facilitator
support and learning materials

Individuals in
groups

Professional and or interdisciplinary

Care home mangers (professiong
and lay; care home staff

Problem focus

Problems defined: improve end of life
care

Negotiated speed of
implementation to reflect local
developments

Change Top down- directed change by Pre-determined

intervention. predetermined aims led, predefined Professionally Led by GSFCH
Process- led team
Problem to be resolved

Improvement Towards tangible outcomes Toward Tangible outcomes

or improvement in practice

involvement,.

Cyclical Action and research components in GSFCH programme set at the

processes tension; action dominated outset

Research Differentiated roles between 4 groups defined

relationship consultant/researcher/

and degree of

participants

consideration

To set the data collection into context consideratneeds to be given to the

evaluative model used to collect and report on oatiais study.

Evaluation

The purpose of an evaluation is “to assess thetsfnd effectiveness of some thing,
typically some innovation, intervention, policyagtice, or service” (Robson 2002, p
202). Evaluation studies may be undertaken to deter if a programme of activity
meets the needs identified; to improve the prograntmassess outcomes; to find out
how it is operating; to determine efficiency andutalerstand why a programme does

or does not work.

Robson (2002) also noted a range of different odlogies will be used and that
evaluation research cannot be distinguished froynagimer form of research in terms
of design, data collection, techniques and methodsnalysis (p204). Within

descriptors of evaluation research, aspects nibad to be considered in relation to
this work are the distinction between formative aocthmative evaluation; the former

considering the development of the programme, dtterl considering the effects and
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effectiveness. Robson notes this perspective magdesm as similar to a model
process and outcome, process being concernedheithaw a particular outcome was
achieved (Robson 2002 p208).

The influences of evaluation research used in shigly are evident in that the
research was designed to explore the impact obgramme. This reflects the model
of improvement orientated evaluation described bytdd (1997 p68) in that both

initial and final analysis have been used to imf@rogression.

Whatever the focus, evaluation research is geaseards an end point and makes no
claim for any interaction with others participatiig the activity observed. Robson
(2002 p 208) distinguishes this from action redeavchere improvement and

involvement_are central to the processom this perspective it is concluded the

research adopted here reflected an action reseamioach in which knowledge was
generated using an evaluative process (reseasiypndléo examine the impact of the
GSFCH programme (the change agenda) in care hfmesocial system). Close
working relationships between the GSF team andrésearch team enabled the
research to be used to inform the change agendal®/eourse of the project.

This analysis will serve as a basis for the GShtaad the research team to develop
a framework in which a longer term collaboratiaande managed. Longer term
evaluation of the programme requires further carsition and as such moves the
overall GSFCH project away from a single study fatnand refining a diverse
approach. Thus it is proposed that the next sthdewelopment will reflect the model

of developmental evaluatiotescribed by Patton (1997 p104). Here the evailsat

are seen apart of a team whose members collaborate, concépéualesign and test
new approaches in a long term and ongoing proce$8e can see in the work
developed here and in the shared approach tondiisatng outcomes by the GSF
and the research teams, that we have startedppisach and look forward to further
development. To help inform this, further considierais needed of the modes of
partnership working that have informed this progead will underpin future work.
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Partnership working

This project was based on a model of partnershigkiwg that involved the research
team working with several groups. This involvedsd collaboration between three
parties; the research team, the GSF developmemt aea the funders (Macmillan).

who were developing a model of iterative commissign(see Appendix 1). The

second partnership lay in a shared commitment ®GBF team to work with the

research team to develop the evaluation in suclathat it would enable research
findings to inform development of the GSF Care Hgmnegramme. This has been
described as a process of iterative working. IFinghe partnership with the care
homes at the two key levels of data collection, shevey work and the case study
work reported in the project report were key tostgcess (See Figures 3 & 11).
Further consideration is given below to the iterafprocesses involved in developing

these working arrangements.

Iterative processes

A key feature of this action research was an itezgtrocess identified at the funding
stage (see page 10). As a new initiative it wapartant that findings from the
research could be used to inform the GSF developrasnthe work progressed.
Arising from this premise we built upon the notiohiterative working which was
introduced to the project team early in the proce$his was applied in two main

areas: commissioning and development.

The word ‘iterative’, is simply described as befngpetitious or frequent’ and was
used in this work as a means of implementing a inofleesearch commissioning
described by Lilforcet al. (1999). These authors identified the benefitseding a

focus on a given topic when planning a programmeeséarch work and keeping the
option to develop new approaches to research asingghts and development

emerged from earlier work.

Iterative commissioning
The iterative process in commissioning the resegmavided a challenge to the
research team. This project was one of a numbelet by the Macmillan GSF R&E

programme, so group members had begun to identifghnfeatures were important
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to evaluate. The GSF team was keen to ensure @t@atcdllected built upon existing
modes of evaluation in primary care (Kingelal, 2005; Munday and Dale, 2007,
Thomas and Noble, 2007) and the pilot Phase 1 GS$tG#y (Maryonret al, 2005).

Thus templates for baseline data and ongoing awetit, to some extent, prescribed.

This meant there was little time to prepare the\stwithin a ‘real-world’ time frame
because of the need to obtain baseline data framefand facilitators before the
GSF team launched the Phase 2 programme. The chsagectives (Page 9) drawn
from the initial proposal, set the scene for therapch to the study. Colleagues at
Macmillan then reflected, as part of the iteratiwecess, on the proposal and drew up

a series of indicators of outcome measures theydiike to see.

Because data collection had to begin whilst theaitee commissioning was still in

process, there was a need to consider how the quadata collection addressed the
outcome indicators identified by Macmillan (see Apdix 1). These requirements
were cross checked against the initial project glarensure the indicators were

addressed. The outcomes of this process can bers8ention 2 (Study methods).

Iterative working

One of the considerations in developing this redearithin an action research
framework was to inform the GSF team of issues tmay impact upon the

implementation of the GSF programme in care hom#ss resulted in an ‘iterative

research framework’ in which emergent indicativesegach findings were

communicated to the GSF team at regular intervallgs process was key to bridging
what is often seen as a ‘gap’ between research paadtice where, in many

approaches to research those evaluating a proeessir distant from those they are
evaluating. Both the GSF team and the Research teare keen to approach this
work in a way which could inform the next stagedezelopment. This reflected the
action research approach which helped us achieveptam, although as noted

organisational action research (Figure 12) is nthtaut tensions.

Working in this manner was an important issue anébled the GSF Development
group to use emerging data to facilitate develogmén participating care homes.

Homes in Phase 2 had a Starter Pack and as thecpmpgressed emerging data
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contributed towards the development of ‘Good pcactuidelines’ to support use of
GSFCH in the care homes in Phase TBese guidelines have been further
developed in the light of data from the completedwaluation presented in earlier

sections.

Timing

One of the key challenges in establishing theare$ewas the timing of the process
in which plans were being developed to roll out @®F programme in care homes
following the initial pilot (Maryonet al, 2005), at the same time as the research team
were developing the evaluation plan. The evaleatmodel adopted required
collection of baseline data before the GSF programwas introduced to care homes
to enable the impact of the programme on care imé@sured against this data. This
condensed the iterative process and led to sonikeiches as the commissioning team
had derived one set of questions and the reseasch tanother. Throughout the
project this remained a crucial issue as the G&m teought feedback from the early
stages of the evaluation at regular intervals teusm this could be shared with all
participants. This was managed well, largely assalt of good working relationships
between the GSF team and the research team. This issue worthy of further
consideration as it could be key to any other teanaertaking similar projects.

Working relationships
The rapidity with which NHS and health care stoues have been required to change
(Glasby Jet al, 2007) have had an impact on practice at all eveaConsequently
clinicians have little time to await the outcometloé careful, step by step processes
required to ensure methodological rigour in researather they need to implement
change quickly. Given this, in rapidly changincalie care structures, researchers
can be challenged on several fronts:
* Speed in designing and implementing research isnexd)
* Researchers need to be prepared to deliver findmghorter time frames
than in the past.
» Practitioners moved to a next stage of developmarilst research reports
are being prepared for wider dissemination.
Space does not allow an in-depth analysis of tigi@ations of this but a couple of

points are worthy of note:
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» First clinicians and researchers recognise thag tenneeded for new
initiatives to ‘bed down’. However research fundisigeams are much
more likely to be available when the initiative new. This raises
guestions of sustainability that are often not edsled in much of health
care organisational research.

» Secondly, the real costs of research are increasimg can mean there
is insufficient resource to respond to the urgarhdnds from clinicians
for ‘immediate’ and detailed feedback as fundingrses are limited.

This leaves little time for developing the kindvedrking relationships with
clinicians necessary to support ‘real world’ resbathat is research that is timely

and relevant to practitioners.

In the project reported here the effective workialgtionships between the GSF team
and the research team enabled the project to belapmd in a timely and relevant
manner. Both groups were committed to identifythg impact of the GSFCH
programme in a fair and reasonable way that met nbeds of the research
commissioners and more importantly, the care heta#, particularly the mangers
who needed to know if the time invested in statffelepment was worthwhile.

This was done following the standards set out idgo research governance
procedures (Clifford, 2003). Within this the resuments of flexibility, good
communication and negotiation skills needed to be aongside the need for
methodological rigour. The challenge to maintagnihis came in the rigour that was
paid to the final analysis by the research teammwihe GSF team were ready to
promote the next phase of development. Linked Wik was the need to present the
findings from the research in a clear and cohengay that was useful to all parties.
This was done by an active programme of dissenwindti which both parties were

able to address relevant audiences. (See Apperdigs@mination activity).

As a result of the learning from this wide rangiagtion research project, the

following recommendations may assist project mameage in future evaluations.
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Recommendations

1. Commissioners should consult with research parti@®re starting the
formal commissioning process to identify any patdlyt problematic
methodological issues.

2. In terms of overlap of responsibilities, the rotdghe development team and
the research team should be clarified as partettmmissioning process to
ensure the integrity of research whilst maintairpagtnership working.

3. A formal process for management and monitoring khdue agreed to
facilitate sharing of information to inform studyesign and to increase the

speed of sharing emergent findings.

Limitations

Finally, consideration is given to the overall liations of the study.

Data collection method

Research in care homes often encounters low respass. Surveys of continence
care in care homes achieved response rates rafigmg©% (Wagg et al, 2005) to
35% (Rodriguezet al, 2007). It was hoped that the return rate in #ualuation
would be higher because of the agreement betweerhocmes and the GSF team and
the interactive nature of the programme. The inigaponse rate was 83% dropped to
54.7% (Figure 4) at the final audit, reflecting &g sample attrition in longitudinal
studies. Retention of over half the survey samplena year follow up represents a

good response rate compared to most longitudindies (May, 2001).

Froggatt (2006) reported that the culture and emarents of care homes for older
people do not lend themselves to formal researdniiews and collected data with
residents over a period of several months. This m@san option in this one-year
evaluation. Care homes’ participation in researefuiring access to staff and
residents can incur extra costs for homes and naddeessing if research in this
sector is to be facilitated (Rooneyal, 2005).

Fieldwork always raises the possibility of encouinig the unexpected and this study

was no exception. Difficulties encountered in iatewing staff and residents
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highlight the nature and variability of the workdatihe client group and the relatively
recent involvement of care homes in fieldwork-basesgarch.

Staff interviews were sometimes curtailed due tespure of work and resident
interviews did not take place because residente wa ill or had died. Some staff
interviews took place in cramped offices with takephone ringing and with residents
or families calling in. The case of the residenowianted to participate, but whose
relative refused, raises fundamental issues ifioaldo consent and autonomy. The
manager commented it wasich a shame, because this lady is so interestéd i
Should the researcher have asserted that conserdought from the resident not the
relative and asked to see the resident? Attemmaimgnterview may have damaged
relationships between the resident, relative aedhibme and the researcher decided
not to press for the interview. These situatiaasea issues that need to be addressed,
firstly because care homes are increasingly reBelacations and secondly if the

framework for ongoing research relationships ib¢aneaningful.

Homes which participated in GSFCH were a self-setbtcample and one manager
reported that at a local GSFCH meeting a PCT reptaive asked the care home
managers Why are you all here? You are the best nursing lsomérhis is a
consideration in the overall evaluation but hascdjgerelevance for the case study
homes. Although efforts were made to secure asgntative sample of care homes
in the case study it is not possible to know iEthas been achieved (see Section 8)
and therefore the extent to which the findings rhirghate to other settings needs to be
considered. It should also be noted that, althotghcase study homes might be
assumed to represent homes at the ‘better’ enaeofdre spectrum, they encountered
problems as well as successes. Their experiencesiplementing GSFCH were
varied and can be used as learning points for suilese phases of GSFCH.

Efforts to identify why homes had not respondedhi® ongoing evaluation was one
way in which the research team sought to addressgk of bias in home selection.

In one case study home there was a discrepancyebetithe manager’'s account and
the situation revealed during the visit. The managgted the home had implemented
GSFCH but during the visit staff stated that thead tbeen overtaken by another
project, which had priority and had not been aldeptogress with GSFCH as
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anticipated. Staff reported they were startingrtplement GSFCH and by the time of
the Final Audit reported slow progress.

Programme evaluation in real life situations is stohightforward because the normal
processes of change and development cannot beopesitpvhile the programme is
implemented and the evaluation conducted. It cabedattated that changes in practice
identified at the completion of the GSFCH programane solely due to the GSFCH
or the result of changes that would have occurmsavay. During case study visits it
was apparent that some homes had adopted a patbmayd of life care, at the same
time as GSFCH. Some staff regarded the care pathwdyhe GSFCH as part of the
same process and changes were sometimes attributesl combination of both and it
was not possible for them to identify which outcemeesulted from which

programme.

Conclusion
This chapter has offered a reflection upon the @gogir to the research work reported.

It is concluded that it is possible for those ilvea in developing research to work
closely with a team implementing change to produogk that is timely and relevant
to those commissioning research arising out ical development activity. To

enable data to be used it must be presented aal mhata at agreed intervals in the
process. To be able to do this with confidences itmportant that clinicians and

researchers work together with the confidencergyifom a shared commitment to
do the best for those receiving care. The sounking relationships between the
GSFCH development team and the research team segpire positive outcomes

arising from the project reported here.

Undoubtedly more work is needed both to challerdge findings reported here, to
monitor sustainability and to firmly establish tthevelopment evaluation models that
are emerging from the ongoing collaboration betwienresearch team and the GSF

team.
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Summary

1.

The evaluation of Phase 2 of the GSFCH programmeesented one of the
first large scale action research programmes sghctor.

Action research was an appropriate model to adsptpporting the
collaboration of multiple players and rapid feedbaand integration of
research findings into the developmental cycle.

Commissioners, researchers and development tearts toebe clear that
although they each have defined roles in the intimvatheir roles are also
interdependent and delivery is dependent upontefeepartnership working.
A number of recommendations have been made tot assismissioning of
similar projects in the future.

Finally, the limitations of the approach have bdetussed.
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Appendix 1: Iterative commissioning - anticipated project outcomes identified
by Macmillan

1 Measurable outcomes from the point of view of patients and carers . The
views of patients and carers as to desirable outcomes and the impact of the GSF
should be sought. It is intuitively obvious that patients and carers would prioritise
the avoidance of crises (the commissioner’s priority) but it would be helpful to
confirm this. At the end of the project the commissioning group expects an
understanding of those outcomes patients & carers consider desira ble and
the impact of the GSF on these

2 Measures related to structure, culture, and organisation of the ca re home.
The literature reminds us of the variation across care homes e.g. whether or not
the care home is personal care or personal plus nursing care (noting that a
criterion for entry is 24 hour access to a nurse), attitude to learning and support,
attitude of owner and manager, management culture (owner/manager, religious
orientation or “franchised” chain) and there are a number of measurement tools
available. At the end of the project the commissioning group expects to have
candidate items relating to structure, culture, processes and be haviours
associated with direct or surrogate measures which can be linked to the
uptake of the GSF & candidate processes and behaviours (again ass ociated
with measures) which change in ways that may be associated with benefits
for patients and carers.

3 Characterisation of the client population  : It would be helpful for future studies to
have an estimation of the number of events (e.g. crises and deaths) per unit of
time (e.g. week/month/quarter) and descriptors of age & co-morbidities associated
with the outcome measures chosen (e.g. crises) Brief literature review suggests an
older and more disabled population than in the community, a third with cancer and
at least a half with some dementia with around a half dying after general
deterioration, a third after an unpredicted acute episode and less than 10% of one
defined “terminal illness”. At the end of this phase of the research, the
commissioning group expects to have a clear idea of the important

characteristics of the client population in relation to key outcom es (e.g.
crises) and the influence of the GSF.

4 Testing an A to D “banding” approach . The pre-pilot proposed a “banding
system” to characterise the client population with a phased introduction of the
GSF, initially focussing on those nearest to death. In addition the surprise
question: “would you be surprised if this person died in days, weeks, months etc.”
is used. At the end of the pilot the commissioning group expects to

understand if this form of banding was valid (i.e. to what exten twas it
possible to predict nearness to death) and how (if at all) did the use of
“banding” facilitate the introduction of the GSF.

5 Measures related to differences in staff and skills mix : The pilot supports the
literature in identifying significant issues relating to staff and skill mix. Staff is
heterogeneous in relation to training, with most hands on care by care assistants,
up to 50% turnover, ranging from very experienced older workers to young women
with less life experience and complicated family responsibilities. There appears to
be a trend towards short-term posts for health professionals from abroad. There
may be difficulties in finding time and/or funding for training with very light staffing
levels and staff may not be able to access training pots from the NHS
confederations as they are in the private sector. At the end of the research the
commissioning group expects to understand those aspects of staff and skill
mix which need to be considered when evaluating the impact of the GSF and
direct or surrogate measures of these for future studies.
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Relationships with the primary health care team: the pilot confirmed that care
home managers have differing relationships with outside agents e.g. GPs, district
nurses and community based specialist nurses. Responsibility can be poorly
defined as care in care homes is not considered a core activity or an enhanced
service. The PCT's attitude to commissioning care also varies. Similarly primary
health care team (and thus the GSF facilitator) may know very little about the
culture, financing and organisation of care homes, whereas the GP Facilitators and
previous GSF Facilitators were familiar with practice culture. At the end of the
research the commissioning group expects to understand more about the
relationship between care homes and primary health care teams ( in
particular GPs) and the GSF uptake.

The added value of resource material:  a number of educational resources have
been tested in the care home setting. The pilot has used a modified starter pack
but has not specifically looked at the added value of written or other educational
resources. At the end of the research the commissioning group expects to

know more about the added value of the resources e.g. starter pa ck and/or
Macmillan educational resource in relation to the success of changi ng
behaviours or processes linked to the outcomes of interest (in addition to
the role of facilitator behaviour and the use of an audit tool).

The role of the facilitator:  in the primary care setting the role of the facilitator and
the changes in role in relation to others has been a key factor. There have been a
number of experiments around facilitation for education related to palliative care —
e.g. link nurses, Macmillan CNS and formal training schemes but none reported in
relation to generalist primary care. At the end of the project the commissioning
group expects to understand more about the key elements of facil itator
characteristics, context and behaviour, which influence the introdu ction of
the GSF, in particular the role (if any) of primary care ba  sed facilitators.
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Appendix 2: Baseline Audit Questionnaire

Gold Standards Framework Care Home Evaluation

Baseline Audit Questionnaire

Instructions:

Thank you for completing this baseline questionnai which forms
the basis of the evaluation described in the Infonation Sheet
accompanying this form.

We estimate it will take about 20-25 minutes of iytone

The questionnaire consists of a series of questionslated to care in
your Care Home and the Gold Standards Framework (GB).The
first section asks for specific detail about your @re home. We will
be asking you to identify key contacts at the begmng of the project
only. Thereafter your home will be allocated a coel number, which
will be used in any future audit.

In the remaining sections, most questions require &ack box response.
Many require a simple ‘yes’ or ‘no’ answer. Thereis opportunity to
indicate if the aspect of care is ‘unrecorded’. Afew questions
require very short written answers only. There is @portunity for
additional comment at the end.

Please note - there are no ‘trick’ questions. The yrpose of asking
these questions is to provide baseline data by whigyou and the GSF
Team can audit the impact of the introduction of tle GSF
programme.

For further information, please refer to the information sheet
accompanying this document.

Any enquires about this document can be directegiolr local GSF
facilitator.

153



Facilitator code [ ] Care Home code [

Please complete the following sections:

The Organisational Structure

]

Name of Home:
Is the home: Part of a [ ] Please tick as
group appropriate
Single ownershig [ ]
A Nursing Home [ ]
Dual registered [ ]

Name of local Primary Care Trust:

Name of Owner /Manager:

Contact Tel No:

Contact email,

Name of Matron/Nurse manager

Contact Tel No.

Contact email,

Name of Nominated Local Co-ordinator for GSK (
this is commonly the Nurse Manager/Matron)

Agreement between Care Home and Gold Standards Fragmwork Development
team

Owner/ Manager:

| have had the Gold Standards Framework explaioade by the facilitator and agree to introduc
this service improvement and taking part in thel&ation.

Name (in capitals) eflig

Position: Date:

Nurse Manager/Matron:

I have had the Gold Standards Framework explainedetdy the facilitator and agree to introduci
this service improvement and taking part in thel&ton

Name (in capitals) gnesi:

Position: Date:
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Baseline Questionnaire completed by:

N =
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Glossary of Terms used

Advanced Care planning

Plans are developed for End of Life care

Client

Person receiving care in care home (we recognaeytiu may use
other terms such as patient, resident or user )

p

Crisis/unplanned event

Urgent request for help including out-of-hours egpply of drugs.

Crisis/unplanned admission

Acute admission to hospital/hospice in an emergency

DS1500

Application form for attendance allowance for thogith a life
expectancy of 6 months or less.

End of Life Care

Care given to patients with chronic, progressiwesn¢ually fatal
illness. Embraces the concept of palliative caee (selow) but
includes all conditions that may lead to death

Family Carer Main family carer / next of kin

GP General Practitioner

Liverpool Care Pathway | A tool used to help plan care at the very End o€ I(the terminal
(LCP) phase)

Out -of -Hours provider

GP out of hours services

Palliative care

The active, total care qfatients whose disease is not responsivj
treatment, commonly associated with Cancer

e to

Patient Person receiving care in care home (we recoghiseyiou may|
use other terms such as client, resident or user).
PHCT Primary Health Care Team (includes GP, district esirpractice

nurse, reception staff, practice manager etc)

Preferred Place of Care

Place identified by people at the End of Life ampehe place
they would prefer to be cared for before they die

Preferred Place of Death

Place identified by people at the End of Life amfehe place
they would prefer to die

Resident Person in care home (we recognise that you mayoties terms
such as client, user or patient )
Routinely This implies that the aspect of care referred tanforpart of

standard or ‘everyday’ or ‘normal’ practice for shgroup of
patients

Service user/ User

Person receiving care in care home (we recognégeytiu may use
other terms such as client, patient or resident )

D

Staff Carer Care Home staff

Specialist Palliative Care May include a range of staff with identified exgerte in End of

Services Life (palliative care) (e.g. Macmillan, Hospice atorde
nurses/doctors, Community Palliative care nurses)

Unrecorded No record kept of the exact number

‘You' Your Care Home team

What percentage of your patients have known probleith:

Known disease

% of cases

Multiple disease processes

Multi-organ Failure

Cardiac disease

Respiratory disease

Renal disease

Stroke
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Dementia

Cancer

Other — please describe:
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The Care Home Context

The Staff

Please give the number in
Equivalents (WTE)

Whole time

Number of Registered Nurses (including

manager/nurse manager)

Number of Enrolled Nurses

Number of Qualified Care Assistants at: N\
level 4

Q

NVQ level 3

NVQ level 2

Unqualified care assistant:

S

Does your home offer transition experience ffor

nurses from overseas: (Sometimes ca
Adaptation nurses)

led Yes |

]

No [ ]

If yes, how many are currently in post?

What is the average length of employment of these

types of nurses in your home?

Other care staff (please describe):

Primary Care input

Is this practice using the GSF?

Number of GPs

Please name the GP practices that have per practice (i
patients in your Care Home. known)
1.

Yes [ No [
2

Yes [ No [
3

Yes [ No [
4

Yes [ No [
5

Yes [ No [
6

Yes [ No [
7

Yes [ No [
8

Yes [ No [
9

Yes [ No [
10

Yes [ No [
(NB if more than 10 please append further details)
The patients

| Number

How many beds does your home have?

How many places are designated ‘nursing’ bed

n

Number of_femalgatients, over the age of 65 |in
nursing beds.

Number of_malepatients, over the age of 65 |in
nursing beds.

[

? [

[
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]
]

] Not known [
] Not known [
] Not known [
] Not known [
] Not known [
] Not known [
] Not known [
] Not known [
] Not known [

] Not known [



Average age of patients: [

A

What is the average length of stay?: Please tic

Less than 1 month [ ]

1-6 months [ ]

7-12 months [ ]

13 months to 23 months [ |

2 years or more [ ]

Does your home register patients who areYes[ ] No
identified for Terminal Care?

If yes, for how many beds? [ ]

What percentage of your patients do not speak
English as their first language? [ %]

If known please note:

Number Unrecorded
How many patients have died in the last 6 montfd.e. betweer
November 2004 and April 2005? )
How many of these patients died:
at your care home[?
in hospital?
in a hospice?
in another location?
Ci1 COMMUNICATION
1.1 Do you have an up-to-date care register in whictlepss in Yes [ ] No [ ]
need of
End of Life care have been identified?
1.2 Do you have staff meetings Yés] No [ ]
if you do not have staff meetingsmpé go to question 1.5
1.3 If yes, how often do you have staff nmegsP
Daily
Weekly
Monthly
Quarterly
As required
1.4 Do you discuss your patients’ at this megtin Yes No
If yesdo you specifically discuss patients’ End of Lifeeds at this meeting? | Yes No
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1.5 How do staff communicate and record patient cRte@se indicate what they | Yes No

use:

record

White board

Patien

Drugsr@s

Other Tools (please describe: ......cccoovviiiii i,

Use of other support/specialist services:

1.6 How many patients have you referred to any sfistkend of
Life/ palliative care services over the last six thsh

1.7 Please indicate Type of contadith specialist services

Unrecorded

Type of Specialist

Regular meetings

If yes, please
specify
frequency.

Macmillan nurse (may be also known as Hospicé

Home, or Community Palliative Care Nurses)

p¥es[ ] No[ ]

Specialist Doctor from Hospice Palliative Carentea | Yes[ ] No[ ]
Any other palliative specialist (please specify) Yes[ ] No[ ]
District nurses Yes[ ] No[ ]

If other type of contact, please give details ( e.g

visit on request, contact by phone)

1.8: Any other comment on other services to stdpoad of Life care:

C2 CO-ORDINATION

2.1 Do you have a Nominated Co-ordinator/Link personthe home who cor Yes No
ordinates all the care for End of Life patients?

2.2 Who is s/hedlease tick one

Manager (if different from nurse manager/matrpn)
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Matron/Nurse manager

Qualified nurse

Senior care assistant




Care assistant
Other (Please Specify)..........covvviiiiiniiinine e, .

2.3 Do you routinely undertakadvanced care planning’ for patients needs at thg Yes No
end
of life?
If yes at what stage (eg at admission or erjat
2.4 Do you routinely discusglvanced care planning with: patients and Yes No
family carers?
2.5 Do you routinely recoradvanced care planning with patients and Yes No
family carers ?
2.6 Do you routinely record thareferred place of carefor patients? Yes No
2.7 Do you routinely record thereferred place of deathfor patients? Yes No
2.8 Do you routinely discuss possible transfer of pati¢o hospital in the event of | Yes No
deterioration of condition?
With patient
With GP
With family carers
With care home staff
2.9 Where do you record the outcome of the digm@s
2.10 Do you routinely discuss plans for resusioitain the event of cardiac arrest? Yes | No
With patient
With GP
With family carers
With care home staff
2.11Where do you record the outcome of the discussion?
2.12 Inthe last 6 months: Please indicatdéov many patients have you recorded their
preferred place of death?
Recorded
Unrecorded
2.13 Inthe last 6 months how many patients i@ at their preferred place?
Died at Preferred place of dedth
Not Died at Preferred place of degth

Unrecorded

2.14 Inthe last 6 months, of those who hava M{@d at their preferred place was this
because of. (Please tick as many as apply )

" See Glossary
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Family carer issue

Staff Carer issueg

Symptom control issues

Poor communicatior

Lack of community service

Other Crisis / emergency causing admisgion

2]

Other issues — please state:

C3 CONTROL OF SYMPTOMS

For your End of Life care patients:

3.1 Do you use any form or tool f@hysical assessmerd.g. pain chart/visual Yes No
analogue
scale/PACA

3.2 IS0, WHICN ONBIS oo e e e e e e e

3.3 Do you routinely assess patientsygical needs? Yes[ ] No [ ]
3.4 Do you routinely assess patiengsychological (emotional) Yes[ ] No [ ]
needs?

3.5 Do you routinely assess patierststialneeds? Yes|[ ] No [ ]
3.6 Do you routinely assess patiergigiritual needs? Yes[ ] No [ ]
3.7 Do you routinely assess any other needs/problemseco — Yes[ ] No [ ]

If yesplease note which:

3.8 Where do you record the patients’ needs assessed:

3.9 Do you have access to equipment, such as syrinmgersirto Yes[ ] No [ ]
support care of dying people ?

3.10 Do you use this equipment on a regular Basis Yes[ ] No[ ]

3.11Do you have a system to evaluate the impact of giaemn in Yes[ ] No[ ]
response to identified needs?

If yesplease explain how:

3.12Please indicate how you would rate your care herability to address patient needs in relation to
each
of the following categories:
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1 2 3 4 5
Very Poor Average Good Very
Poor Good
Physicalneeds
Psychological (emotionalheeds
Socialneeds
Spiritual needs
Other needs/problems concern —
Please note which:
C4 CONTINUITY
4.1 Do you routinely send a handover form to your dutvaurs provider for Yes No
your dying patients?
If yes, how many handover forms have been used dging Unrecorded
patients in the last 6 months?
4.2  Have you had any problems accessing any of thécesrbelow to support | Yes No

end of life care in the last 6 months?
Daytime GP services

Out of hours GP services

Specialist (palliative care) nursing serviges

Equipment

District nursing service

Other — please describe.............cocoeiviiiieieeans .

4.3 Have you had any problems accessing specialistador dying patients out Yes No
of
hours in the last six months?

4.4  Have you had any problems accessing drugs to stfgpgratients out of Yes No
hours in the last six months?

Please add any comment you have on GP services:

4.5 How many crisis/unplanned event¥ or interventions in the | | | Unrecorded |

18 See Glossary
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home
have you encountered in the last six m®nwith your dying
patients?

4.6 How manycrisis/unplanned admission¥ to hospital/hospice Unrecorded

have
there been with dying patients?

C5 CONTINUING EDUCATION

5.1 Have staff in your care home had any oppoiesib attend educational eventsYes No
in

the home about End of Life care?
If yes please note the number of sessions in #tesiamonths: .......................
5.2 Are you using the Macmillan foundations inliptive care tool Yes No
5.3 Have staff in your care home had any opporuitattend educational eventsYes No
on End of Life care in other organisations ? (e.yQ\ modules at university,
conferences)
If yes, please list the programmes and numbergéifaccessing these in the last 6 months:
.............................................................................................. (attended by ---------
staff )
.............................................................................................. .(attended by ---------
staff )
............................................................................................... (attended by ---------
staff )
5.4 Do you audit care as a means of enhancirffjlstaning about End of Life Yes No
care patients?
5.5 Do you reflect on critical incidents to hetpf§learn about End of Life care? | Yes No
If yes, how do you do this?
5.6 Do you have access to information (books/otesources) for End Yes No

of Life care in your care home?

If yes please indicate what:

19 See Glossary
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C6 FAMILY/ CARER SUPPORT

6.1 Do you maintain a separate list of Family cgirepntact details or aYes|[ ] No[ ]
family carers’ database in your home?
6.2 Do you offer specific leaflets/informationFamily carers ? (e.g. HomeYes|[ ] No[
pack/ |
Carer's pack, local details, Cancerlink/Cancerbadidacmillan leaflets etc)
If yes please state which you use:
6.3 Do you routinely give Family carers infotina on what to do afteraYes|[ ] No[ ]
death?
6.4 Main Family carer's practicakeds e.g. transport/communication, Yes No
you routinely:
Assess
Record and
address these
6.5 Main Family carer's psychosocial (social, emadil, spiritual/religious Yes No
needs, do you routinely:
Assess
Record and
Address these
6.6 Do you routinely give carers information of whatvailable from the Yes No
statutory services/Social Services elgtirg to the National Carer’s
Strategy in England?
Yes No
6.7 Do you have protocol for the bereaved iaryaare home?
If yes - Do you use it?
6.8: Please tick your response to the followingsiions
1 2 3 4 5
Very Poor Average Good Very
Poor Good

a) In relation to End of Life care: How
would you rate the current quality of
support offered to Family carers in your
care home?

b) In relation to End of Life care: How
would you rate the current quality of the
support offered to your staff in your care
home?

c) Inrelation to End of Life care: How
would you rate the current quality of
teamwork in your care home?
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Cc7 CARE OF DYING PATIENTS
Yes No
7.1 Do you use an agreed protocol for care of patiantise last days of life?
7.2 Do you follow a Care Pathway? (e.g. such as therho@ integrated Care
Pathway?)
7.3 Do you have a procedure to make available and dséhtine use of
anticipatory medication in the home for the dyirsgient?
7.4 Do you routinely assess and discontinue inapprtprigedication in the last
days of illness?
7.5 Do you usually inform carers/family when the patiisnentering the dying
phase, when appropriate?
8. OTHER ISSUES
Please tick your response to the following 1 2 3 4 5
questions: Very Poor Average | Good Very
Poor Good

8.1 How would you rate the current qual
of End of Life (palliative) care for you
patients in your care home?

ty

=

8.2 How would you rate the level of

confidence, within your care home,
dealing with patients with End of Lif
(palliative) care needs?

11

in

8.3 How would you rate the level of cp-
working with End of Life (palliative) care

specialists currently in your care home?

8.4 Why have you decided to take part in the GSF ireGtymes Pilot?

8.5 In what ways do you hope your Care Home will berfedim taking part in the GSF?
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8.6 If there was one thing you could do in your carenbdo improve the care for End of Life patients
— what would it be?

8.7 If there was one thing you could do in your hometiake things better for staff caring for End of
Life
patients what would it be?

8.8 Any particular ideas/suggestions that havekeawell for you as a care home team in relation
to End of Life care?

8.9 Do you have any further comments or suggesttnout the implementation of the GSF?

8.10 To help inform future work please indicate how ymwally describe the older people
whom you care for in your home

Client [ 1]
Resident [ ]
Patient [ 1]
Service user [ 1]
User [ 1]

Other (please specify)
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Thank you very much for your help.

If you have any questions about the GSF pleasecbyour Facilitator.

Please return this form to your facilitator.

168




Appendix 3: After Death Analysis (ADA) Form

Please complete for last 5 residents from your Care Home who have died. Please note the following;
For Place of death use: CH = Care Home, H =Hospital, Ho =Hospice, O =Other
* On a scale of 1 to 5 where 1 = Very poor care, 2 = Poor care, 3 = Average, 4 = Good care, 5 = Excellent care
Date= date of death.

Main Diagnosis

Secondary diagnosis

Cause of Death

Place of Death

Length of Stay in
Care Home

Hospital stay in last 6
months of life.If none

No. CrisisEventsin

last 6 months of life
If none use ‘O’

No. crisis @amissions
to hospital (if any) in

last 6 months of life
Advanced Care Plan

PRN drugs listed

Last days of Life
Pathway used

Written Information
given to family

Quality of Care
provided *

Comments-Summary of main or significa
aspects.

nt

Example

O
<
>

Dementia

2
>

@]
T

w

months

[EnY
o
5)

<
n

-

= <
D
2

<

ZZ
o
—

2

w

Distressing crisis admission. Family upset.
Good relationship with staff.

Patient 1
Date:

Patient 2
Date:

Patient 3
Date:

Patient 4
Date:

Patient 5
Date:
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Appendix 4: Facilitator baseline survey

Facilitator baseline survey

Please list the expectatiopsu have about the introduction of the GSF intoeCa
/Homes (up to 6 key points):

Please list any potential conceymi have about the introduction of the GSF into
Care /Homes (up to 6 key points):

We would like to know how you got involved in thé&ECH project. Please can you
indicate whether you:

Personally chose to participate: Yes[ ] No ]
Were nominated: Yes[ ] No ]
(If nominated please indicated the role/title & gerson who nominated you)

Any other comments in relation to GSFCH (Continuerteaf if you wish):
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Appendix 5: Interview guide for managers/coordinat ors

UNIVERSITY©OF
BIRMINGHAM

Gold Standards Framework in Care Homes (GSFCH) Eval uation

Interview Guide for managers/coordinators

1. Introductory Context

Nature of the home
e Purpose built or modified

Staffing issues — skill mix etc
« How was GSF was introduced to staff?

Client issues — number and nature
* How was GSF was introduced to residents and family?

Is the manager the GSF coordinator?

Has the GSF lead any specialist interest/traimngal/ Palliative care.

Type of support from Palliative care locally?

2. Extent of use of GSFCH

Staged introduction -

Overall model of facilitation

Mode of input by facilitator (face to face, email)

Type of input (group or individual training, resptdmg to queries.....)
Context: other factors that may impact

Evaluation within the home

3. Positive factors in use of GSF in Care Home

4. Negative experiences in use of GSF in Care Home

5. Views on the 7 ‘C’s — focus on each aspect:

PwphPE

Communication
Co-ordination
Control of symptoms
Continuity
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5. Continuing education
6. Carer (family) support
7. Care of the dying

6. Would you suggest any improvements to any asgebe GSFCH which may aid
its implementation in the future?

Interviewee profile:

Any additional reflections?
Any guestions?

Consent
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Appendix 6: Interview guide for care home staff

UNIVERSITY©OF
BIRMINGHAM

Gold Standards Framework in Care Homes (GSFCH) Eval uation
Interview Guide for care home staff

1. Context to include perceptions of:
= Nature of the home — management style
= Staffing issues
= Client type

2. Use of GSFCH in the home
= Frequency of use
= Preparation for using the tool -
= Model of facilitation
= Context: factors that may impact:

3. Positive factors of using GSF
4. Negative experiences of using GSF
5. Any suggestions of ‘best ways’ to use GSF

6. Views onthe 7 ‘C’ of the GSF - focus on impakctising tool in each aspect
as follows:

Communication
Co-ordination

Control of symptoms
Continuity

Continuing education
Carer (family) support
g. Care of the dying

~ooo0op

7. Additional personal commentary — any other thoughts

Interviewee profile:

Any additional reflections?
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UNIVERSITYOF
BIRMINGHAM

QLYLALNY.
Consent

Appendix 7: Interview guide for residents

Gold Standards Framework in Care Homes (GSFCH) Eval uation

Interview Guide for residents

Introduction
Clarify purpose of interview and consent, any ¢joes?

Context
Length of time in this or previous care home

Care assessed
Has anyone asked what sort of care you wouldifikeu
became poorly/more poorly?

If No, and no clear recollection, talk generally and dnaterview to close

If Yes
* What did you think about what you were asked?
* What did you think about how you were asked?
* Do you understand the options open to you?

* Was there anything else you would have liked tcelaeen asked?
o If yes, what was this?

* Closing comments- is there anything you would tikesk me or to
mention which you feel has not been covered?

Resident profile

Gender

Age range

Known conditions — if disclosed

Any additional reflections?
Any guestions?
Consent

Post interview- letter of thanks
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Appendix 8: Table 9 - Pre and post test ADA analys

is. Alternative format

Place of death
Care home
Hospital
Other
Total
Missing

178 (80.9)
40 (18.2)
2( 1)

220

192 (88.5)
23 (10.6)
2 (1)
217

2

Z -4.358
P .000*

Advanced care plan in place: Z-5.30
Median % score for homes 20 67 P .001*
Min-max (0-100) (0-100)
SD 42.92 34.32
PRN drugs listed: Z-2.543
Median % score for homes 60 60 P .011*
Min-max (0-100) (0-100)
SD 38.11 36.57
Last days of life care pathway: Z-7.119
Median % score for homes 0 50 P .001*
Min-max (0-100) (0-100)
SD 32 40.03
Written information to family: Z-
Median % score for homes 0 60 10.355
Min-max (0-100) (0-100) | P .001*
SD 36.86 43.45
| |Allresidentdeaths: | n=220  [n=219 [ |
Number of crisis events Z-2.137
None 94 (51.9) 126 (61.2) | P .033*
One or more 87 (48.0) 80 (38.8)
Missing 39 13
Number of crisis admissions Z —-3.354
None 110 (62.1) 151 (73.7) | P .001*
One or more 67 (37.8) 54 (26.3)
Missing 43 14
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Appendix 9: Dissemination of findings from the Eva luation of the GSFCH
Phase 2 programme

In addition to dissemination listed below, a pragnae of papers is in progress.

Thomas K, Meehan H, Shaw K, Clifford C, Parry M &d®er F (2007\Web based
After Death Analysis (ADA) tool for supporting esfdife care in primary
care. 10" Congress of the European Association for Palia@are 7-8 June,
Budapest. Poster presentation

Shaw K, Thomas K, Clifford C & Badger F (200iM)e Gold Standards Framework.
Improving the quality of end of life care in UK mrary health care team4d"
Congress of the European Association for Palliafeee 7-8 June, Budapest.
Poster presentation

Thomas K, Clifford C, Badger F, Hewison A & Shaw(2007)Analysing End of Life
Care in care homes: After Death Analysis Taalropean Association for
Palliative Care. 6-9th June, Budapest Oral pregient

Badger F, Clifford C, Thomas K, Plumridge G, Hewigb & Shaw K (2007)
Improving End of Life Care in Care Homé evaluation1d" Congress of
the European Association for Palliative Care. 6-Rthe, Budapest. Oral
presentation

Clifford C & Badger F (2007RAnalysing end of life care in Care Homes: After thea
Analysis toolRCN International Nursing Research Conference.deaenl-4'
May Oral presentation

Clifford C, Badger F, Plumridge G, Hewison A & ThasK (2006)Jsing the Gold
Standards framework in care Homes. An evaluatioPhafse 2 June 2005-
June 20060verview report for Macmillan. Birmingham, SchadlHealth
Sciences, University of Birmingham

Clifford C & Badger F (2006%50ld Standards Framework — an overview of the
research in care home€SCI seminar ‘Research into practice-using research
to improve care for service users in care homesniba, 18 October, Oral
presentation
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Thomas K, Sawkins N, Clifford C, & Badger F (2008)proving end of life care in
nursing homes in En%land using the Gold Standaaisdéwork in Care
Homes programmel6" International Congress on care of the termindlly i
Montreal, Canada. September 2006 Poster presantati

Clifford C, Badger F, Hewison A & Thomas K (2006&)proving End of Life Care:
An Evaluation in Care Home$he 6" Palliative Care Congress, University of
Sheffield, UK. April 5-7. Poster presentation.

Clifford C, Badger F, Hewison A & Thomas K (2008)alysing End of Life care in

care homes. A new tool for after death analyEie 6f Palliative Care
Congress, University of Sheffield, UK. April 5-7o8ter presentation.
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