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Executive Summary
1. West Lancs, Southport & Formby (WLS&F) deaths are rising, after a nadir 5 years ago

2. 2015 ONS figures show that, although there are differences between the two CCG areas,  
WLS&F deaths in usual place of residence exceed hospital deaths for:- 

• deaths from all causes, for the last 5 years, and showed 8% difference in 2015
• deaths from cancer, for the last 12 years, and showed 30% difference in 2015
• deaths from non cancer causes, for the first time in 2015, with 1% difference

3. Care home residents, recognised to be approaching the end of life (GSF registered) - 99.6% 
died in UPR (care home) & 0.4% died in hospital in 2015/16 for the second consecutive year

4. Comparing ONS place of death figures for 2015 with 6 years ago shows an increase of 26% 
WLS&F (35% S&F & 15% WL) people dying in their own home or residential care who need 
the care of District Nursing Teams 

5. In 2015, both S&F and WL CCGs experienced the highest number of residents dying in care 
homes, for the last 15 years. This amounts to 28.2% of all deaths from all causes - again the 
highest in recent times and a rise of 8% in the last 5 years. In S&F CCG deaths in care 
homes accounted for 31.1% of all deaths which is a 4% rise on 2014 - the largest annual 
increase in 15 years.

6. In the last 10 years there has been a 20% drop in the number of hospital deaths in 
Southport & Ormskirk Hospitals annually, 15% since the End of Life Care Strategy 2008.

7. Rapid End of Life Transfer is offered to almost 1 in 4 patients recognised likely to be dying; 2 
in 5 take up the offer and are successfully transferred which means that 1 in 10 of all those 
recognised as likely to be dying have a REoLT. There is one failed attempt, usually due to 
delay in ambulance transport or rapid deterioration, for every 100 REoLTs offered.

8. There were 879 known new GSF registrations during this year, 21% were recognised as 
approaching end of life whilst in hospital and registration was requested from there. 

9. The proportion of non cancer : cancer known WLS&F GSF registrations is 3:2

10. During 2015/16 there were 701 admissions to hospital of known GSF patients.

11. 1042 GSF registered patients died in 2015/16 (approx 40% of all deaths):- 

• 86% had documented preferred place of care (PPC) and 84% achieved it
• 59% died in their usual place of residence

12. There were at least 67 known avoided admissions, either due to preventing hospital 
attendance or by turnaround in A&E, 47 were from home & 17 from care homes. 

13. Data available for 667 known deaths of care home residents - 68% deaths occurred in the 
care home (UPR) & 32% occurred in hospital. 

14. 40% care home patients who died, were known to be GSF registered

15. Specialist Palliative Care Services (SPCS) were involved in the care of 1059 new referrals & a 
total of 1602 patients (approx 62% number of deaths in WL,S&F).
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Palliative & End of Life Profile
West Lancs, Southport & Formby (WLS&F) is a well defined geographical area bounded by the 
Irish Sea to the West, the Ribble Estuary to the North, the M6 to the East and the M58 to the 
South. The area has a population on 235,000 most of the year round with an influx of summer 
visitors to the coastal resort. Approximately 2,600 WLS&F residents die each year, 1.14% of the 
total population, higher than the UK average of 1% (which was reached in WLS&F in 2011), but 
lower than the local millennium average of 2.4% and set to increase again.

Southport and Formby (S&F) area, with a high elderly and bed & breakfast population has a death 
rate, which is currently 1.2% (range over 15 yrs 1.1-1.37%) and West Lancashire (WL) with a more 
rural population currently 1.06% (range over 15 yrs 0.94-1.1%), but both still above the UK 
average.

The proportion of deaths from cancer diagnoses is currently 74% non cancer : 26% cancer (15 yr 
range 71-77% non cancer : 23-29% cancer). Although it is currently 75% non cancer : 25% cancer 
for S&F and 73% non cancer : 27% cancer for WL, the 15 yr range is similar
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The North West End of Life Care Model, developed as a result of the End of Life Care Strategy 
2008, clearly indicates that we should be considering and co-ordinating end of life care from one 
year prior to death, where it is possible to predict its likelihood, and continuing with bereavement 
care until at least one year following each death, increasing and decreasing the care and support 
required as appropriate to the proximity of death and the individual needs assessed.(Department of 
Health 2008, NHS North West 2008) Subsequent national guidance and frameworks have 
confirmed this stance.(National Palliative and End of Life Care Partnership 2015, Thomas 2015) 

It is difficult to know what proportion of likely deaths could be predicted, but with the increasing 
number of co-morbidities of long term conditions suffered by the population, it becomes more and 
more likely that we should be able to recognise an approaching decline in health which might result 
in death. Although it is estimated that in 2014, 23% of deaths mainly from cancer and heart disease 
were potentially avoidable, death is eventually unavoidable, and following a prevalent cohort study 
of all hospital patients on a given census date, Clarke reported in 2014 that 10% of inpatients die 
during that admission and 30% of all hospital inpatients are likely to die within the year.(Clarke, 
Armstrong et al. 2014, Campbell 2016) 75% of all deaths in England and Wales are not sudden 
deaths from unknown causes.(National End of Life Intelligence Network 2012) In any primary care 
setting, an average GP will experience the death of 20 patients per year - 1 or 2 of these may be 
sudden unexpected deaths and therefore unpredictable, but the 5 likely to die from cancer, 5-6 
from organ failure and 8 from frailty, multiple co-morbidities or dementia, are likely to be recognised 
during their decline and their end of life care could be better anticipated and co-ordinated.

Advance Care Planning and Anticipatory Clinical Management Planning are key to that 
preparation, but rely on being able to have appropriate conversations. The End of Life Care 
Strategy highlighted the difficulties in getting the public to talk about and therefore prepare for 
death and dying and the ‘Dying Matters’ Coalition was developed as a response to this.
(Department of Health 2008, National Council for Palliative Care 2015) Clinicians find it difficult to 
bring up end of life issues in conversation although they are so used to talking about many other 
challenging topics and the last 10 years has seen a huge push to ensure that senior clinicians can 
enhance their, already well honed, communication skills in an experiential way on the National 
Advanced Communication Skills ‘Connected’ course and in a project run by the Dying Matters 
Coalition for GPs.(Dying Matters Coalition 2011, National Cancer Action Team 2016) Atul Gawande 
managed to address both in his popular narrative style book for the public ‘Being Mortal’, in which 
he winningly outlines, for the public, the importance of having conversations about wishes and 
preferences towards the end of life, and, for the professionals, a schedule of short questions and a 
way to do just this.(Gawande 2014)

Recorded Future Care Planning discussions are difficult to count, as are completed future care 
plans which are patient held, but in WLS&F at least 171 discussions and 75 Advance Care Plans 
were recorded for 2015/16 compared with 100 discussions and 66 ACPs in 2014/15. It is likely 
there are many, many more of both which are not recorded or recorded in a way and in a place that 
cannot be counted by current data collection methods.
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Palliative & End of Life Services
Within WLS&F, both core and specialist level palliative care services have developed over a period 
of 30 years from having neither night district nursing service nor any specialist palliative care 
service, to current times in which a fully integrated voluntary hospice and NHS specialist palliative 
care service provides palliative & end of life services to patients, with far advanced, progressive 
and life limiting illness, and their families in all healthcare settings, and supports, advises and 
educates district nurses/primary care and social services in the community, and ward staff and 
disease specific specialist teams in the acute sector to recognise those approaching the end of life, 
co-ordinate their care, provide symptom control and psychological support and acknowledge the 
needs of the bereaved.

District Nursing Services (DN)

As first outlined in the NHS Cancer Plan 2000, DNs are the absolutely crucial key workers in 
providing consistent, continuity of quality care to patients and their families in the place that most 
people would prefer to be cared for - their own homes. The DN teams within WLS&F work to a co-
ordinated clinical (GSF) care plan for those approaching the end of life (which has been 
demonstrated to improve their ability to meet their standards for end of life care) and a carer’s care 
plan to support the family.(Department of Health 2000, Sperrin, Finch et al. 2015) Since at least 
90% of the last year of life is spent at home, then most of the care provided is given in that setting, 
by informal or social carers, mostly organised and co-ordinated by DNs, supported medically by 
GPs. Most of the support given by DN teams and the evening and night DN services goes 
unnoticed, since it occurs in people’s homes, but without the care and support given to patients 
and the confidence instilled in patients and families, it is unlikely that deaths in usual place of 
residence would continue to rise, and we ignore getting the staffing establishment of DN teams 
right at our peril.

Specialist Palliative Care Team (SPCT)

The SPCT provide 7 day face to face, integrated, cross boundary, specialist level palliative care, 
support, advice and education to patients with far advanced, progressive disease, their families, 
and those providing frontline care for them, in hospital and in the community. The consultant led 
team is based in Umbrella House in the GP On Call Centre, in the grounds of Southport District 
General Hospital and consists of 11.4 WTE Palliative Care Nurse Specialists, including a team 
leader, 1.6 WTE Consultants in Palliative Medicine and 2.0 Administrative staff.

Specialist Palliative Care Unit / Queenscourt Hospice (QCH)

QCH is a consultant led, multi professionally staffed, charitable hospice with 10 short stay inpatient 
beds providing symptom management, crisis intervention and readaptation in rapidly changing 
circumstances for those with far advanced, progressive and terminal illness. The medical staff at 
QCH provide 24 hour palliative medicine telephone advice to all health professionals working in 
any healthcare setting. Additionally a range of day services are provided by Connect (QCC) 
including traditional day therapy, medical and non medical outpatients appointments and palliative 
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interventions. QCH also provides an ‘at home’ service to support people to stay in their own homes 
and fill gaps in the available statutory services.

Transform Team 

The Transform Team was created in 2014 by combining existing posts of Hospital Clinical Lead, 
Hospital End of Life Facilitator and Six Steps to Success Care Home Facilitators with the addition 
of two new posts, to promote Advance Care Planning and the AMBER Care Bundle. This whole 
team of initially 4.5 WTE, was funded jointly between Southport & Formby CCG, West Lancs CCG 
and Cheshire and Merseyside Palliative & End of Life Care Network (some drawn from Multi-
Professional Education and Training - MPET - monies). S&F CCG later agreed to fund some of 
these posts for three years until end 2016/17, and WLCCG reduced their funding from two part 
time posts to one part time post in 2015/16 and to zero thereafter. 

This initial funding enabled the creation of a Transform Team of Facilitators, educated and 
employed by, and working out of, the Terence Burgess Education Centre at Queenscourt across 
hospital, community and care homes seven days a week, providing support, education and 
empowerment for patients, families and health professionals. There is a clinical lead within the 
team for each of hospital, community & care home settings, although all team members work 
across all settings (see appendix for roles). The consultants in palliative medicine are actively 
involved in the programme and there is active engagement with & from all specialist palliative care 
services.

Terence Burgess Education Centre at Queenscourt (TBEC)

Education of the palliative and end of life workforce is vital to providing a consistent standard of 
care from a confident and competence workforce. All palliative and end of life care education is 
provided or co-ordinated by the education team at TBEC. 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Place of Care
Through Office of National Statistics Place of Death Data annually specifically requested for the 
electoral wards which make up WLS&F, it has been possible to follow the trends and changes in 
place of death locally. Although place of death is not necessarily the same as preferred place of 
care, we know from research and enquiries made of each individual patient and family, that for the 
vast majority, preferred place of care (PPC) and death is ‘home’ (their own, that of a family member 
or care home if that is their home). As an example, in the last 2 years in WLS&F, PPC was 
known for 88% of all those recognised to be approaching the end of their lives (>1750 
people known to be registered on the GP’s GSF register) and 85% of these achieved their 
preferred place of care. Comparing CCGs, in S&F 87% of all known GSF patients had a recorded 
PPC and 85% of these achieved it; in WL 90% of those known to be GSF registered had a 
recorded PPC and 85% achieved it.

In 2015/16 there were 2671 deaths from all causes in WLS&F (1506 in S&F: 1165 in WL)

Deaths from ALL causes

At the time of the publication of the End of Life Strategy 2008, 56% of UK and 48% local deaths 
were reported to be taking place in hospital settings. Much of the work that followed the strategy 
was to try and help those people for whom home was their PPC, to achieve it. In 2015 those 
dying in the Usual Place of Residence (DiUPR) in WLS&F has exceeded hospital deaths by 
8%. This is the fifth consecutive year (2011-1%; 2012- 1%; 2013-3%; 2014-6%) and the 
datelines on the graph appear to be continuing to diverge.

Place of death for S&F CCG residents in UPR also now exceed hospital deaths for the fifth 
consecutive year and the graph is also diverging. In 2015 this was a record 12% difference 
compared to 2011-5%; 2012- 4%; 2013-6%; 2014-6%.
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In WL, CCG the majority of residents who died from all causes, did so in hospital until the last 2 
years. In 2014 for the first time DiuPR exceeded hospital deaths by 6% but unfortunately in 2015 
this has reduced to a 3% difference. Considerable work and focus will be required to ensure that 
hospital does not become the main place of death again.

WLS&F data, collected as part of the Transform programme, has confirmed that, where patients 
are recognised to be approaching the end of life (in the last months/weeks - GSF registered), and 
co-ordination can be put in place to acknowledge this and elicit their wishes and preferences where 
possible, then this increases the chances of dying in the preferred place of care - 59% died in UPR 
(S&F 57%: WL 61%) and 31% in hospital (S&F 32%: WL 29%).

Local Transform data is available for approximately 650 (87%) of the 750 care home residents who 
die each year and of these 68% die in hospital and 32% in the care home. Approximately 36% 
(maybe more) of these people who die were known to have been recognised as approaching the 
end of life (GSF registered). Where the patient who died was a care home resident and recognised 
to be approaching the end of life (GSF registered), then 99.6% died in UPR (care home) and 0.4% 
died in hospital for the second consecutive year.
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Cancer Deaths

In WLS&F place of death for cancer deaths was mainly at home until the start of Trust mergers in 
1999. There was then a period of decreasing home deaths and increasing hospital deaths which 
began to change in 2004, some 2 years after the Primary Care Trusts were formed and about the 
time of the publication of the Supportive and Palliative Care Improving Outcomes 
Guidance(National Institute for Clinical Excellence 2004). 

WLS&F UPR for cancer deaths now exceeds hospital deaths by a record 30% which is 
common across both CCG areas. (S&F 31%; WL 29%)
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Deaths from non cancer causes

Although over recent years we have concentrated on deaths from ALL causes as opposed to 
deaths from cancer, we have taken our eye off the ball of those who die from non cancer causes, 
so it has been interesting to look at these separately this year and not that for those residents of 
WLS&F who died of non malignant disease, for the first time in the last 15 years, DiUPR exceed 
deaths in hospital by 1%. 

Looking at the two CCGs separately, whereas place of death, for cancer deaths, is mirrored almost 
exactly, the same cannot be said of non cancer deaths. 

In S&F CCG area DiUPR exceeds hospital deaths by 6% for the first time having had equal 
proportions dying in each setting in 2014.

IN WL CCG area the majority of non cancer deaths remain in hospital and although the trend was 
reduction in hospital deaths and increasing DiUPR up until 2014, unfortunately 2015 appears to be 
showing the start of a reversing trend and divergence of the data lines with hospital deaths 
exceeding DiUPR by 7%. 
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Patient’s own homes
Most people, when asked about their preferred place of care, will choose to be cared for and to die 
in their own home. This wish is voiced despite the fears and worries that often accompany this 
wish. Concerns are first and foremost that they will have uncontrolled pain, even when pain has not 
been an issue for them, and secondly that there will not be enough care to support them and their 
family on whom they do not wish to be a burden. 

Increasing patient desire for home as PPC, and increase in trends for home death, mean that 
increasing DN and care services are required to ensure that gaps in services, perceived lack of 
support, and anxieties of those important to the patient, do not threaten the ability to keep those 
who are likely to be dying, in their PPC, or lacking the confidence and support to do so.

In times when eligibility for Continuing Health Care (CHC) funding is more and more difficult to 
establish even when needs are great and prognosis very poor, and when applications might be 
returned up to four times over many days, for additional information, delaying the outcome 
decision, it is not surprising that the uncertainty about care, or lack of available care, is high on the 
agenda of many vulnerable patients.

This makes the support of, and confidence in, the DN teams, and a 24 hr DN service, even more 
significant and important than it once was. Return of the Night DN service from Liverpool to S&F in 
2014 has resulted in a more consistent, responsive and co-ordinated 24 hour DN service for 
patients and families, in which they feel confident. 

The CHC funding challenges result in DNs and others spending increasing amounts of time 
making applications, negotiating and co-ordinating care and trying to keep patients and families 
updated and informed. This is on top of their role in assessing and monitoring physical, 
psychological, spiritual and social needs of patient and family, and actually providing skilled nursing 
care.

District Nurses care for patients in their homes, whether these are the patients’ own homes, those 
of relatives or residential care homes. Unfortunately it is no longer possible to breakdown the ONS 
figures for place of death to distinguish between nursing and residential care homes to estimate 
what proportion would be cared for by DNs, but local figures show that approximately 30% of all 
deaths in care homes are in residential care. 

If 30% of the number of care home deaths are added to the number of home deaths, it is clear to 
see why the DN workload is rising, especially when we remember that regardless of the number 
who actually die at home, 90% of the last year of life is spent at home. 

Across WLS&F, and in each CCG area separately, increasing numbers, and currently a greater 
number than ever before, of those who are approaching the end of life, are needing DN care and 
support (26% more than 6 years ago - 35% more for S&F: 15% more for WL), which is exactly 
what the End of Life Strategy 2008 and the Cancer Plan 2000, which named the DN as the 
keyworker for end of life care, set out to achieve and exactly what WL, S&F Palliative and End of 
Life Services have been working hard, with everyone, to achieve over many years
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The Transform Team have worked closely with DN teams in S&F during 2015/16 (but have been 
unable to do so in WL due to lack of funding) to further increase their knowledge, skills and 
confidence in providing end of life care, encouraging them to involve themselves in challenging 
communicating in difficult situations, working practically side by side with them with patients and 
families and helping them to establish documentation which will help them to keep track of those 
approaching the end of life. The DN teams in both CCGs had already established the GSF 
Community Care Plan to raise standards, register the carer on their caseload to ensure care for the 
carer before and after death and apply a Carer’s Care Plan to this care. 
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Care Homes
An enormous amount of work, by many services, has gone into supporting care homes over recent 
years, but unfortunately this follows many years of little input. Painting the Forth Bridge springs to 
mind due to the numbers of care homes - currently 117 in WLS&F - and the transient workforce 
involved. In addition to this, care homes are privately owned and run and have no obligation, other 
than CQC standards, to meet the perceived requirements of the NHS.

Care Home Link Nurses

Queenscourt has run a Link Nurse Programme from Care Homes since 2001, drawing individuals 
from as many care homes as wished, to come together and share challenges, concerns, 
educational needs, ideas for change, strategies for improvement and policies.(Baldry 2007)

Six Steps to Success Programme (SSSP)

The Transform Team delivers this programme to care homes to develop care home staff and 
support organisational change. The SSSP was a developed by the three NW Palliative and End of 
life / Cancer Networks based on the six steps described in the Route to Success for End of Life 
Care and was an alternative to the Gold Standards Framework programme for care homes for 
which there was no available funding.(Department of Health 2008)  There are 87 care homes in 
S&F and 30 in WL with a total number of care home beds exceeding 3500. Seventeen of the care 
homes in S&F are small homes from home for young learning disabled, leaving 100 likely to be the 
main recipients of the SSSP. Nursing homes account for 43 (28 S&F: 15 WL) and residential 
homes the remainder - 57 (42 S&F: 15 WL).

Accreditation and subsequent re-accreditation depends on the home being able to provide 
sufficient evidence of continued improvement, and embedding of the principles of the programme. 
e.g. holistic assessment, offering opportunities for residents to voice concerns/wishes for the 
future, evidence of family involvement in decision making, care for those approaching end of life, 
and care for the dying training as part of staff induction, and further appropriate training for staff, 
and evidence of collaborative working with other professionals.

Following the programme feedback from care home staff includes comments such as ‘With the 
knowledge advice and support given through SSSP, we feel more in control of what happens to 
residents’, ‘They have helped us become a great team’, ‘Confidence in our home has increased 
tenfold’. The benefits for residents and families include: being more involved in decision making 
and planning; having more open conversations around end of life care; dispelling worries and 
fears; avoiding crisis situations; knowing their wishes; family confidence in staff and knowing there 
are policies and procedures in place to support good care. Additionally staff feel that they have 
increased knowledge and confidence to support dying presidents and their families; deal with 
difficult conversations and situations; liaise with the professionals; assess residents and initiate 
future care planning conversations. The care homes appreciate the consistent ongoing support of 
the same group of Transform facilitators who make them feel valued, work with them to understand 
and appreciate their challenges, encourage and motivate them, provide a point of contact at 
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Queenscourt for advice, and to help them translate theory into practice, think more and empower 
staff.

Care homes report better recognition of the need for bereavement support. One home has 
persuaded the company to produce a bereavement card that they now send to all bereaved 
relatives, and they also make telephone contact initially and 6-8 weeks post bereavement. 
Several homes now have ways of acknowledging the death of a resident in various ways, 
some by holding a memorial event for family, friends and staff, tying name cards on trees in 
designated areas of garden and /or  planting shrubs in memory of residents.

The challenges however, do not go away. Time is a big pressure for staff, who find they are not 
able to be released for workshops, to develop a portfolio or are constantly interrupted during 
training. It has been difficult recently to recruit homes (particularly nursing ) to embark on the 
programme, perhaps partly due to the length of time it takes to complete the programme. Some 
homes have significant staff turnover, with key staff members leaving before completion of the 
programme, creating difficulties in cascading information to all members of staff, resulting in further 
input into those homes. Many home managers report that they are running on minimum staffing 
levels, and state they are experiencing difficulty in recruiting registered nurses to work in the 
homes

Nursing Homes

All 43 nursing homes have been invited to take part in the SSSP of which 34 started the 
programme and 10 have never responded. Five did not complete the programme, 3 completed but 
were not accredited and of the 20 who were accredited, 3 were not successful in reaccreditation 
(and have restarted the programme), leaving 17 currently accredited and 4 working towards 
accreditation.

Residential Homes

All 74 residential homes have been invited. 34 of the 57 non LD homes started the programme and 
32 have never responded. Nine did not complete the programme, 3 completed but were not 
accredited and of the 20 who were accredited 3 were not successful in reaccreditation, leaving 16 
currently accredited and 3 working towards accreditation.

Current Programme

At the beginning of the year (April 2016) 22 homes were in the currently running programme and 
33 homes were accredited. It appears to have been a particularly challenging year for care homes, 
there has been a change in the way CQC carry out inspections, there have been many changes of 
staff with several experienced senior staff moving homes, this is compounded by Registered nurse 
posts being hard to fill as homes seek to appoint appropriate personnel. A well- established home 
with an excellent reputation has recently closed. All of this has left a large number of staff feeling 
demoralised and uncertain for the future. Morale is extremely low in some homes.
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Recent evidence would appear to support this, the National Minimal Data Set for adult 
social care briefing (Feb 2016) linked Care Quality Commission ratings to the level of staff 
vacancies, stating that staff turnover can have a detrimental effect on care and morale. 
Nationally,  staff turnover rate is 26%, which means 350,000 people leave their jobs each 
year,  85% of registered nurses in adult social care work in independent sector care homes, 
over 34% have left in the last year, and a large proportion of those still in work are 
approaching retirement .

With all of the above challenges in mind, Transform has developed a new model of delivery 
of the Six Steps to Success programme following review and updating to reduce the time 
taken for the homes to complete it and to make an increasing amount of it subject to face to 
face peer review rather than documentation based. It is hoped that this will help the homes 
to be able to capture the initial enthusiasm for the project better and more sustainably. The 
new model includes all the principles of Six Steps linked to the End of Life Care Strategy 
and Ambitions for End of Life Care(National Palliative and End of Life Care Partnership 
2015) and relies on a Transform Facilitator working in the home with senior staff to help 
identify residents who may be approaching the end of life, helping to co-ordinate their care, 
putting policies and procedures in place, assisting the development of comprehensive care 
plans and supporting and role modelling conversations around future care planning.

As the Transform Facilitator works alongside the care home staff, much of the evidence will 
be collected by observational assessment, reducing the amount of written evidence the 
home has to provide, thus allowing the home to complete the programme in a shorter time.

GSF Registration in Care Homes

In the past, many GPs have questioned the value of having eligible patients, recognised to be 
approaching the end of life, registered on their GSF register, feeling that this would not be of 
benefit to them. It is however clear from the data shown earlier, that identifying for this group of 
people a time in their lives in which it is timely to think about, talk about and share conversations 
about future care planning makes a significant difference to whether or not the care home staff feel 
empowered to carry out their wishes, which they can more accurately discuss with GPs and other 
healthcare professionals involved, and keep them in the care home. Care homes then provide the 
best end of life care by having a co-ordinated approach to caring for residents with regard to 
planning for the end of their lives and having the knowledge to provide that care when they reach 
that time.

Transform Programme - Care Homes

Transform Facilitators have, and will continue to, further strengthen the close working 
relationships built up with care homes by working alongside them to deliver and put into 
action the SSSP. A comprehensive outline of the care home Transform role is included in 
the appendix.

�16 KEG July 2016



Unfortunately since the funding for the WL Six Steps Facilitator ran out and due to lack of 
funding for the coming year 2015/16 - the intensive support will only be able to be made 
available to S&F Care Homes from April 2016.

Telehealth - Airedale Hub

Within the WLS&F area, in the last six months of 2015/16, there was gradual introduction of 
telehealth as the first port of call for clinical advice 24/7. Initially involving 22 care homes this has 
now extended to approximately 52 care homes and its use has been increasing. Considering that 
this is a technological challenge for some care home staff and that it takes 5 years to change the 
culture, it is amazing that there has been a noticeable increase in use so quickly. 

From an end of life and palliative care point of view this has enormous potential since it is 
possible to see that palliative and End of Life Care Services may well be able to provide increased 
support, advice and reassurance to staff as they get more used to using the technology and 
outpatient consultations may also become possible in the not too distant future. This will inevitably 
be a slow growth but is the means of communication for the future and S&F CCG are visionary in 
enabling this now.

Care Homes as Place of Death

In 2015, both S&F and WL CCGs experienced the highest number of residents (754) dying in their 
own care homes, for the last 15 years. This amounts to 28.2% of all deaths from all causes - again 
the highest in recent times and a rise of 8% in the last 5 years. In S&F CCG deaths in care homes 
accounted for 31.1% of all deaths which is a 4% rise on 2014 - the largest annual increase in 15 
years. In WL CCG they accounted for 24.5% of all deaths which has remained steady from 24.8% 
in 2014.
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Hospital
Southport & Ormskirk Hospitals NHS Trust set up an End of Life Strategy group following the End 
of Life Strategy 2008, and was the first and only whole hospital to take part in the Gold Standards 
Framework Acute Hospitals Pilot in 2010. In 2012 they took part in the second wave of the national 
Transform Programme to improve end of life care in acute hospitals, merged Transform and Six 
Steps to become a cross boundary programme in 2014 and in 2016 has been selected as one of 
10 Trusts in the country to take part in the national Building on the Best programme which extends 
previous programmes to look specifically at pain and symptom management, shared decision 
making, cross boundary communication and future care planning particularly in outpatient settings.

During the first year of the Transform Team’s existence, heavy emphasis on educating staff in the 
new Priorities for Care of the Dying was a necessity, following the Neuberger Review and the 
response to it in One Chance to get it Right.(Neuberger 2013, Leadership Alliance for the Care of 
Dying People 2014) The challenge was to educate a critical mass of staff in the new priorities for 
care and their duties and obligations set out in annexe D of the report, to ensure, not only that care 
was being appropriately provided for dying patients and their families, but that the communication 
surrounding this time of life was helpful, euphemism free, and well documented. As a result of this 
over 65% clinical staff received this education ‘because it matters’ and not ‘because it is 
mandatory’.

Over the last 10 years there has been a 20% drop in the number of deaths which occur in 
Southport & Ormskirk Hospitals annually, 15% since the End of Life Care Strategy 2008.

A relatively steady number of about 250-275 (21-23%) WLS&F residents die in other hospitals in 
the region compared to 16-19% 10-15 yrs ago.
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Two years running, 21% of all GSF registrations occurred  prompted by hospital staff recognising 
that the individual is approaching the end of life and notifying the GP.

Over the last 2 years, 28% of those deaths which occurred in GSF registered patients, occurred in 
hospital and yet we know that where preferred place is known for those who died in hospital 
approximately half would have chosen to be there.

Rapid End of Life Transfer (REoLT)

An REoLT process is in place for those people recognised as likely to be dying who express a wish 
to do so in a place other than where they currently are. For the vast majority hospital is where they 
are and home is where they want to be. The process involves standards agreed with various 
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departments and organisations to obtain care & equipment e.g. hospital bed and mattress, within 4 
hrs, drugs and ambulance transport within 2 hrs and all the telephone communication and 
documentation required to ensure a smooth handover and continued care in the community.

There has been a steady increase in the number of REoLTs since the process started as a pilot in 
2009 and REoLT is now offered to almost 1 in 4 patients recognised likely to be dying; 2 in 5 take 
up the offer and are successfully transferred which means that 1 in 10 of all those recognised as 
likely to be dying have a REoLT. There is one failed attempt, usually due to delay in ambulance 
transport or rapid deterioration, for every 100 REoLTs offered.

GSF registered admissions

During 2015/16 there were 701 (418 S&F: 283 WL) admissions of known GSF registered patients 
to hospital compared with 641 (392 S&F: 249 WL) in the previous year. People known to be in GSF 
registered prior to admission spent at least 3012 (1681 S&F: 1331 WL) days in hospital compared 
with 2749 (1667 S&F: 1082 WL) in 2014/15.

As already mentioned previously since 21% GSF registrations are prompted by hospital staff who 
recognise that the individual is approaching the end of life, overall 186 (102 S&F: 84 WL) people 
were recognised as GSF eligible in hospital in 2015/16 compared to 180 (107 S&F: 73 WL) in 
2014/15.

Families of those likely to be dying

One of the new duties and obligations laid out in Annexe D of One Chance to get it Right 2014, 
was the need for health professionals to involve, support, communicate with, and assess and 
address the needs of families of those thought likely to be dying. Fortunately this work had begun 
in S&O prior to the publication of this guidance and much of it is outlined in last year’s Transform 
Report.

2014/15 2015/16
total dying - in hospital dying - in hospital
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Carer’s Care Plans, Carers’ Comfort Packs, the Oasis Room (for rest and refreshment), keypad 
access to the restaurant at night, shower facilities, snack boxes and for a temporary period free 
parking are a few of the developments which have made a difference for families.

The Mortuary & Bereavement team, prior to the service being transferred to Whiston, had also 
made significant changes to the environment - with colour changing lights to address disfigurement 
issues, dignified property bags, ‘thoughts words and wishes cards’ for families to write last words 
and put them in the coffin, ‘forget me not’ seeded cards, Joshua boxes, a transfer bed cover to try 
and avoid the use of the body trolley, a baby memorial garden amongst other things. Their attitude 
and support of families has been recognised and complimented many times.

The Transform Team make a telephone call to all those families they support during the dying 
period to offer condolences, to obtain feedback and to deal with concerns or comments. The 
feedback is reported to the End of Life Strategy meeting.
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Core level Palliative & End of Life Care
Core level Palliative and End of Life Care is provided by every frontline member of staff who comes 
into contact with patients & families, and the impact of their contribution, even is small, may be very 
great at a time of high emotions. It is therefore crucial that the whole workforce regardless of role, 
is adequately educated to perform their bit of the jigsaw well.

Recognition of those approaching End of Life (GSF)

There were 879 (853 2014/15) known new GSF registrations during this year, 186 (21%) (180 
(21%) 2014/15) of whom were recognised as approaching end of life whilst in hospital and 
registration was requested from there. 

The proportion of overall known GSF registered people across the whole area has been 3:2 - non 
cancer : cancer.

During the year there have been 701 (641 2014/15) admissions to hospital of known GSF 
patients.

Future Care Planning 
(Advance Care Planning & Anticipatory Management Planning - ACP/AMP)

Collection of this information is difficult, especially as the important feature is the conversation 
rather than the production of a document and although health professionals are encouraged to try 
to open up ACP discussions, there is no obligation on behalf of the patient to document either 
formal or informal ACPs. Systems are now in place to try and capture that detail, but it will always 
be an estimation. TRANSFORM are only able to capture those completed with SPCS, 
TRANSFORM, some DNs and some CHs, but now GPs and Elderly Medicine teams are helping to 
create future care plans of which TRANSFORM have no record unless they are brought into 
hospital. This means that the figures are even less accurate than last year. So far in this year there 
have been 434 (312 2014/15) recorded ACP discussions and 30 (13 2014/15) have a documented 
ACP. (In all there have been 245 people with a documented ACP on SystmOne)

For those 1042 (935 2014/15) GSF patients who died

• 891 (86%) (862 (92%) 2014/15) had documented preferred place of care (PPC) 
• 751 (84%) (731 (85%) 2014/15) of these achieved it.
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Respecting patient choices 
(Rapid End of Life Transfers - REoLT)

There have been 237 (224 2014/15) REoLT discussions and 79 (83 2014/15) successful 
transfers home of those who were recognised to be dying, whose preferred place of care was 
home, and who chose to be transferred there.

Admission avoidance

The recording of admission avoidance by the TRANSFORM Team is also difficult, however there 
have been 67 (48 2014/15) known avoided admissions, either due to preventing hospital 
attendance or by turnaround in A&E, 47 (36 2014/15) were from home & 17 (11 2014/15) from care 
homes. 

9 (3 2014/15) admissions were avoided from six steps homes (one of which was a home with 
telehealth) and 8 (8 2014/15) admissions were avoided from non six steps homes (2 of which were 
homes with telehealth)

Place of Death: Care Home Deaths

In total there were 667 (647 2014/15) known deaths of care home residents (of which 267 (40%) 
(252 (39%) 2014/15) were known to be GSF registered)

• 453 (68%) (441 (68%) 2014/15) occurred in the care home (UPR) 
• 214 (32%) (206 (32%) 2014/15) occurred in hospital. 

Where known care home deaths occurred in hospital (214 (206 2014/15))

•   83 (39%) (65 (32%) 2014/15) were from Six Steps care homes 
• 131 (61%) (141 (68%) 2014/15) from non Six Steps care homes

Where care home deaths occurred in the care home (UPR) (453 (441 2014/15))

• 195 (43%) (133 (30%) 2014/15) were Six Steps care homes residents 
• 258 (57%) (308 (70%) 2014/15) non Six Steps care home residents. 

1 (0.4%) (1 (0.4%) 2014/15) GSF registered care home patient who died, died in hospital
266 (99.6%) (251 (99.6%) 2014/15) GSF registered care home patients who died, died in the 
care home
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It is likely that there are people who are GSF registered, have an ACP discussion and /or plan, or 
die in care homes who are not known to TRANSFORM and therefor these figures/percentages 
only relate to those known.

Place of Death: ALL GSF Deaths

1042 (935 2014/15) GSF registered patients died during this period (approx 2,600 (ONS 2014) 
deaths expected in WL, S&F each year so these account for approximately 40% of all deaths in 
2015/6 (36% 2014/15)). 

• 612 (59%) (606 (65%) 2014/15) died in their usual place of residence
• 341 (33%) (346 (37% 2014/15) at home
• 231 (22%) (217 (23%) 2014/15) in nursing homes 
•   40  ( 4%) (43 (5%) 2014/15) in residential homes

• 319 (31%) (234 (25%) 2014/15) died in hospital 
• 112 (11%) (110 (12%) 2014/15) at Queenscourt. 

Those dying in hospital includes those who were registered GSF during this admission and 
therefore admission avoidance is unlikely to have been possible. 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Specialist level Palliative Care Services

All SPCS

Specialist Palliative Care Services (SPCS) (Specialist Palliative Care Team (SPCT) and 
Queenscourt Hospice (QCH)) were involved in the care of 1602 total patients (899 S&F: 695 WL) 
in 2015/16 which equates to a number equal to approximately 62% (of all those who die in 
WL,S&F. 1059 of these were new referrals (590 S&F: 461 WL). 

These are equally divided by gender and 4% are non white British.

29% (29% S&F: 28% WL) of all SPCS total patients and 34% of SPCS new referrals (36% S&F: 
32% WL) have a non malignant diagnosis as their cause of referral. Cancer of the digestive organs 
and respiratory tract form the bulk of referrals for cancer patients and for non cancer, dementia and 
chronic respiratory disease feature most highly.

880 (55% of all: 83% of new referrals) people cared for by SPCS died in the year (506 S&F: 371 
WL):- 

• 58% died in usual place of residence (57% S&F: 58% WL)
• 37% died at home (34% S&F: 41% WL)
• 21% died in care home (23%: 17% WL)

• 31% died in hospital (where many were first seen by SPCS) (32% S&F: 31% WL)
• 10% died in SPCU (10% S&F: 10% WL)
• 1% unknown (1% S&F: 1% WL)

Specialist Palliative Care Team

97% of all SPCS new patients are seen by the SPCT, with 80% seen by Community SPCT and 
46% seen by hospital SPCT.
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1562 (98%) total patients and 1030 (97%) new patients received services from SPCT. For S&F 
873 (97%) total patients and 572 (97%) new referrals and for WL 682 (98%) total patients and 451 
(98%) new referrals received services from SPCT.

Community

84% of total and 80% new SPCS patients received community SPCT services 

• 23% total and 26% new are non malignant referrals
• average duration of support 198 days
• 776 died - of which 
• 71% in UPR 

• 43% died at home 
• 28% died in care home

• 18% died in hospital

Hospital

31% total and 46% new SPCS referrals received hospital SPCT services

• 35% total and 35% new are non malignant referrals
• average duration of support 8.8 days
• 37% died in hospital during care
• 63% discharged home 

• 89% to UPR 
• 72% discharged to home 
• 17% discharged to care home

Queenscourt Hospice (SPCU)

50% of all SPCS new patients are seen by QCH, with 20% admitted as inpatients, 21% seen as 
outpatients by QCC, 16% seen in Day Therapy, 9% seen by Queenscourt medical staff in hospital, 
23% seen by Queenscourt in Community and 25% cared for by Queenscourt at Home.
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773 (48%) total patients and 529 (50%) new referrals received services from QCH. For S&F 451 
(50%) total patients and 298 (51%) new referrals and for WL 321 (46%) total patients and 230 
(50%) new referrals received services from QCH.

Inpatient services

227 total patients / 208 new patients inpatients for a total of 313 admissions
• 63 day case / 250 other admission
• average length of stay was 8.0 days
• 36% died during stay
• 64% discharged

• 86% discharged to home
• 9% discharged to care home
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• 2% discharged to hospital
• 3% other

Connect services

• 284 total / 169 new attended day therapy
• 341 total / 218 new attended outpatient services
• 100 total / 98 new seen in hospital by medical staff 

‘at Home’ Services

• 353 total / 247 new seen in community by clinical staff
• 310 total / 268 new received care from Queenscourt at Home

• 116 discharged
• 202 died

• 86% died in usual place of residence
• 82% died at home
• 4% died in care home
• 6% died in hospital
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Education
The roles of the Terence Burgess Education Centre and the Transform Team are to provide 
consistent, interactive, practical learning at the bedside, in the office, online and in the classroom, 
in whatever way meets the needs of the individual members of the workforce. The mantra is End of 
Life education ‘because is matters’ not ‘because it is mandatory’. The Transform Team go out with 
members of staff at work in DN teams, on the ward in hospital and into care homes to help them to 
put into practice what will enable the best care for patients and families and greatest satisfaction in 
a job well done for staff. This should, if staffing levels are maintained and education is continued 
until the culture is embedded, result in reduced staff burnout and hopefully sickness.

Transform Team Education

Over the two years of the existence of the Transform Team:

• Priorities for Care of the Dying has been delivered to 3189 staff across all settings (1237 
hospital (70% clinical staff); 662 community & primary care (73% GPs in 95% practices and 
93% DNs in 100% teams); 967 care home; 323 other). By the end of 2015/16 

• Co-ordination of care (GSF) has been delivered to 731 staff ( 216 hospital; 138 community 
(41% DNs) & primary care; 229 care home; 148 other)

• Future Care Planning (Advance care Planning and Anticipatory Clinical Management 
Planning) has been delivered to 1029 staff (233 hospital staff; 292 community (89% DNs) & 
primary care; 356 care home; 148 other)

• Respecting Patient Choices (REoLT) has been delivered to 477 staff (179 hospital; 47 
community  & primary care; 110 care home; 141 others)

• Simple Skills Secrets (Core Communication Skills) has been delivered to 626 staff (95 
hospital; 73 community & primary care; 269 care home & 189 other)

• Caring for Carers assessment (genograms) has been delivered to 428 staff (105 hospital; 
196 community (77% DNs) & primary care; 91 care home; 36 other)

• Eating & Drinking in the last days has been delivered to 221 staff (95 hospital; 26 community 
& primary care; 64 care home; 36 other)

End of Life Skillset Challenge

The End of Life Skillset Challenge was developed in 2012 at the time of the UK Olympics, 
to challenge staff of Southport and Ormskirk Hospitals NHS Trust to undertake end of life 
training ‘because it matters’, not ‘because it is mandatory’. The challenge was set for all 
staff members across the organisation, clinical or non-clinical and regardless of role. The 3 
levels, bronze, silver and gold are presented to reward staff for the hard work they have 
completed to improve their knowledge and skills with the ultimate goal of improving end of 
life care delivered in the local area. Audits, completed as part of the Gold level award have 
been presented at the Celebrating Success Conference, local departmental audit meetings, 
and even international conferences. 
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To date 268 individual staff have signed up to the challenge and 58 individuals have 
completed the challenge to bronze level (awareness of end of life care), 31 completed to 
silver (implementation of end of life care - including case study) and 12 reached gold 
(influencing end of life care - completing and presenting an audit of end of life care).

Reasons for Review of the Skill Set Challenge

1. The review of the Liverpool Care Pathway (More Care Less Pathway, 2013) 
and the Response by the Leadership Alliance for Care of Dying People (One 
Chance to Get it Right, June 2014) recognise that good care for those who 
are dying is the responsibility of all health and social care professionals and 
as such the whole workforce requires education and training in order to have 
the skills to deliver high quality care. There are discussion as to whether End 
of Life care training should become mandatory. We believe that all health and 
social care workers should undertake End of Life care ‘because it matters’, 
not ‘because it is mandatory’. 

2. Feedback from those who have completed the challenge, or those who are 
currently undertaking the challenge is mixed. A huge sense of pride and 
achievement has been evident in those who have attained awards of all 
levels. However staff report that eELCA can be cumbersome and time-
consuming. The website can be difficult to access and staff are at times only 
able to complete the modules at home, in their own time. 

At the same time facilitators working in different areas of End of Life care are now working 
together as the TRANSFORM team. As a result they are able to provide end of life care 
education, training and support, seven days a week, across the hospital, community and 
care home settings. Consequently, working closely with the Terence Burgess Education 
Centre at Queenscourt Hospice they are able to deliver more face to face education, which 
has the additional benefit of building on existing clinical relationships

Other TBEC Education

In addition to this TBEC runs a full programme of education for all health professionals at all levels 
and grades (nurses, doctors, AHPs, pharmacists, paramedics) and in all settings (hospital, 
hospice, community, primary care, care homes, ambulance services, social care & care agencies) 
as well as for teachers and chaplains/clergy.

Crucially the majority of District Nurses and many hospital senior nurses have undertaken both the 
6 day Palliative Care Education Course and the Advanced Communication Skills training as 
prescribed by the cancer Plan 2000 and strongly supported by S&O Trust management.
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Audit
Audit is a very important part of End of Life Care, as it is of all healthcare. Through robust and 
effective audit processes, staff recognise for themselves how well the services in which they are 
involved, meet the standards that they set for themselves and those which are set for them 
internally or externally. Audit also demonstrates compliance with standards to external regulatory 
and peer review bodies.

There are three strands of palliative and End of Life Care Audit across the local area:-

National & Regional Audits

During this year S&O has taken part in the 5th National End of Life Care Audit in Hospital. 
Whereas in previous years , the audit has been only of those people who died in hospital and were 
supported by an individual plan for the care of those thought likely to be dying, this year the audit 
looked at all non sudden deaths. The Trust met all of the organisational standards apart from that 
of having a Non Executive Trust Board member responsible for monitoring end of life care within 
the Trust. A gap analysis has been undertaken from the results and an action plan created to meet 
the standards the were not fully met.

The local area also took part in the Cheshire & Merseyside Palliative and End of Life Care Network 
CODE (Care of the Dying Evaluation) Audit/Survey. Separate reports were done for S&O hospital 
and community services so that they could be benchmarked against other network services, a 
report was done for Queenscourt and a report for S&F and WL CCGs. The community services 
were particularly well perceived and rated by the bereaved for the care and communication they 
provided. 

The local integrated service has continued to take part in the regional/network audit programme 
which presents bimonthly.

Cross Boundary Specialist Palliative Care Services Audit Programme

The Integrated SPCS audit within individual elements of the services and across boundaries and 
meet four times a year to present these audits to the whole service. This results in educational 
interventions and service changes to increase awareness, address any deficiencies, improve 
knowledge and raise standards.

End of Life Care (EoLC) Audit Programme

All those involved in EoLC at any level are encouraged to take part in and present audits from their 
workplace and present them each December in a Celebrating Success mini conference at the 
Clinical Education Centre. 2015 saw the third of these and the presentation of two audit prizes for 
the second consecutive year. 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APPENDIX

Transform Roles

Hospital Transform Role

• Generate inpatient list of GSF patients currently in hospital via Medway alerts system

• Review every GSF patient admitted in the previous 24hrs, checking on reason for 
admission, plan for care, and discuss with patient and ward staff

• Visit every ward each day, check progress of GSF patients, identify & address concerns

• Ensure patients who are low in mood receive psychological support

• Discuss future care plans and encourage patients to record wishes they feel are 
important. This is recorded in case notes and on SystmOne

• Advise on GSF registration, ensure documented in case notes of those admitted

• See every patient recognised as likely to be dying, support staff to develop individual 
plans for care of those thought likely to be dying, and provide practical and emotional 
support to their carers and family, offering comfort packs, and use of Oasis room

• Liaise daily with the hospital chaplain, and offer spiritual care services to each patient 
and family where appropriate, to ensure needs are addressed

• Have discussion about rapid end of life transfer (REoLT, dependent on recorded 
preferred place of care, and support staff to facilitate REoLT

• Be responsive, helpful, and resourceful when dealing with issues arising for these 
patients

• Have close daily contact with SPCT to review patients and ensure appropriate referrals 
by encouraging ward staff to refer on to SPCS those patients with symptom control 
issues 

• Support staff with the introduction of and use of the new spiritual care plan, GSF care 
plan, carer’s care plan and future care planning conversations record (ensure FCP 
divider in case notes & insert if absent)

• Document results of ‘Wards Round’ on SystmOne and undertake late ‘Wards Round’ if 
needed to re review patients

• GSF letters to GP / DN to inform them of admission and discharge

• Liaise with:-

• HPCNS/CPCNS/SPCS regarding those patients known to SPCS
• DN/GP as needed
• Care homes to facilitate appropriate discharge back to the home
• Discharge Planning to ensure prompt effective discharge for GSF patients
• Acute oncology as needed
• Chaplaincy as needed
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• Bed managers to ensure patients are moved to appropriate wards as soon as 
possible, locate side rooms, to order private ambulances for delayed rapid end of 
life transfers, and to ensure they have an up to date report of all those in patients 
thought likely to be dying, to allow accurate handover to be given to ‘hospital at 
night’ team 

• Liaise with, and take urgent calls from A&E / EUA for turnaround possibilities

• Daily visit to the mortuary to review previous days deaths, collecting data and 
information to enable the team to support relatives following a death

• Help staff to debrief following a particularly difficult death or incident 

• Routinely telephone relatives to offer condolences and discuss any issues around the 
patient’s death

• Send a bereavement card to support families

• Identify those patients who did not have a plan for care developed and work with ward 
areas to review

• Check and restock EoL drawers on each ward

• Ensure each ward has Anticipatory Prescribing mouse mat & drug cupboard magnet

• Ensure each ward has SPCS OOH magnet

• Introduce new staff to

• Education resources
• Queenscourt website
• Educational opportunities
• EoL Skillset Challenge

• Deliver opportunistic and planned training sessions to as many individuals or groups of 
staff, and record education centrally in TBEC

• Undertake audit activity

The Transform team can report recorded outcomes form many differing interventions 
introduced into the hospital but sometimes the difference made is difficult to quantify, 
therefore qualitative data is useful. This data is anecdotal but it would be amiss not to 
record the effect of improved EoL awareness has made to the perception and experience of 
patients, relatives and staff within the acute trust.

The Transform team visit each ward every day, recording, capturing and recording updates 
on all GSF patients’ care plans; visiting every new GSF admission or registration and 
introducing Transform; facilitating the possibility of FCP conversation should this be 
appropriate at this time. As part of the admission process we ensure all staff are aware of 
the patient’s GSF status and any recorded FCP conversations that they may have had. We 
inform both the patient’s GP and District Nursing team of admission, and also liaise with 
any member of SPCS that the patient may be involved with.  This has the benefit of 
ensuring the wider MDT, including community, are aware of the patient’s admission.  
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Further correspondence takes place when a GSF patient is discharged; letters are faxed 
again to the GP and District Nurse teams involved in the patient’s care.

While the patient is in hospital the aim for the Transform team is to we ensure their stay is a 
smooth as possible and we can help to facilitate a responsive discharge back to Preferred 
Place of Care in a timely manner.  Often locating items such as hearing aid batteries, phone 
chargers and facilitating the use of Trust owned I-Pads to allow patients to face-time loved 
one in another area. Being able to react in a timely and inventive way can help make a 
patient’s stay in hospital all the more pleasant for both them and their carers. A large part of 
our role is ensuring carers and families feel support at an emotional time.  Being able to 
afford the time to listen to worries, concerns or complaints means we are able to solve 
issues or concerns before they become a worry or problem to both patient and carers, this 
must go some way to help reduce the number of potential complaints regarding end of life 
care we receive within the hospital.

Support for carers and families is all the more evident when a patient is thought likely to be 
dying, and an individualised plan of care is being developed. Often we will support staff to 
ensure they are developing an appropriate plan of care for the patient and ensure the care 
is tailored to the individual. We are able to offer support to carers and families by the time to 
listen to concerns and advocate on the behalf of patients.  We will always discuss the 
possibility of families wishing their loved one to return to their Preferred Place of Care and 
assist staff with all aspects of Rapid End of Life Transfers, resulting in a quarter of all 
patients who are recognised to be dying in hospital, having the option of returning home 
discussed with them and/or their families.  For those families that stay with their loved one 
while they are thought likely to be dying, we are able to support their time in hospital with 
use of  the relatives’ Oasis room, showering facilities and comfort packs. We aim to meet 
with families daily if we can, to ensure they too feel supported. During this time we can help 
provide extra comfort to both patients and families such as providing spiritual/ religious 
support through our hospital chaplaincy team, introduction to the bereavement team, who 
will care for the patient immediately following death as this often gives comfort to families, 
knowing who will be responsible for the care after death.

The same team help with providing handprints, keepsakes and cuddle cushions, as well as 
last thoughts and wishes cards, alongside more practical matters such as what to do 
following death, for bereaved families.

We always make contact with bereaved families a few days after a patient, that has been 
known to our service, has died, offering support and condolences. This also allows for any 
issues or concerns to be raised and the opportunity to answer questions that maybe 
troubling families.  This is a greatly appreciated support.

Our strong working relationships with many different areas with in the hospital, means we 
are able to pull on support, expertise advise and help form many different people with 
varying skills and input.  The Transform team closely work with Mortuary and Bereavement 
team, Chaplaincy, Specialist Palliative Care, Equipment Library, A&E, Car parking, IT, 
Facilities, and Spinal Injuries, to name but a few.

The team works together in a creative and inventive way, always looking to break down 
barriers and ensure better, more responsive, care for all end of life patients, promote 
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excellent cross boundary communication and co-ordination, and we pride ourselves on 
being able to meet even the most demanding challenge.

Transform Staff Survey: Hospital Staff

100% felt the Transform team were supportive to them in their everyday work, 86% had received 
training from them in the last year and 96% felt empowered by what they had learned. They 
reported that the Transform team were attentive and responsive to their needs, supportive, had 
good knowledge and gave sound advice, were helpful with daily visits, raised awareness of 
recognising those approaching the end of life who needed to be GSF registered. They commented 
that they were friendly and approachable, able to answer EoL questions, a good liaison and 
resource, proactive, reliable and that contact with them was a positive experience.

They found the education provided helped to support new initiatives, was insightful, updated them 
in End of Life care, informative, useful, available, improved their patient care and was helpful in 
completing paperwork. They felt it gave them more confidence in dealing the patients towards the 
end of life, that they were more able to have difficult conversations with patients, to work together 
more effectively, provide patients and carers with better information, made them more confident in 
dealing with doctors on the ward.

Community Transform Role

• Transform aims to support every nurse in all district nurse teams in the delivery of good 
end of life	care

• Named facilitators work one day each week in a DN clinic in Southport and 
Formby, to further build on the close working relationships between Transform 
and the district nurses. 

• Facilitators undertake joint visits with individual members of each DN team
• to facilitate identification of GSF patients
• to support them with difficult conversations
• to have conversations about future care
• to encourage appropriate referral to SPCT
• to recognise dying and support nurses to develop individuals plans for care. These 

visits aid in identifying any learning needs the nurses may have, and 
increases level of confidence of less experienced members of the team. 

• To maintain momentum within the DN teams a daily handover sheet has been designed 
and implemented to highlight FCP conversations, recording of preferences and 
wishes, GSF registration, Genogram completion. This information is recorded on 
the co-ordination proforma to aid communication and information sharing. 

• Each district nurse has been given their own file with copies of the documentation to 
encourage implementation of the key enables within daily practice. The 
proforma allows DNs to have a paper copy of the GPs GSF register to aid 
sharing and communication of patients recorded co-ordination details and key 
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enablers, and provides an opportunity for DNs to visit and support the patient 
with a GSF care plan and carer’s care plan. This will help to identify gaps in 
care, so that patients are given the opportunity to be involved in their own care 
planning.

• Transform have delivered Future Care Planning education to all DN teams to embed 
the future care planning process into practice, along with the means of recording future 
care planning conversations. Thus empowering patients and supporting the delivery of 
good end of life care by clarifying people’s wishes, preferences and needs, and 
delivering care that meets those need through better planning and use of resources. 

• Incorporate Anticipatory Clinical Management Plans into Future Care Planning training 
to ensure appropriate conversations, intervention, and support are given to patient and 
family at a potentially stressful time. This also aims to support preferred place of care 
and prevent inappropriate hospital admission.

• Transform aim to fully integrate the Genogram into the Individual plan for Care and the 
Gold Standards Framework Care plan, enabling good quality family assessment.

• Support district nurse to record GSF registered patients, record GSF care plans, future 
care planning discussion and advance care plans, individual plans for care, and 
complete ADA forms. Use of the appropriate documentation allows the nurses to 
evidence the high standard of end of life care they deliver, and highlights the work and 
time invested into patient and family care.

• Provide sessions at the Terence Burgess Education Centre at Queenscourt to offer an 
opportunity to discuss what is going well and areas where more support is required. 
This also provides protected time for district nurse to develop their knowledge and skills 
outside their busy working environment.

• Regular contact is maintained with all teams by telephone call and visits to offer support 
and ad hoc training on all key enablers, and any other identified learning need

For the future

• Aim to increase the uptake of future care planning, and advance clinical management 
planning conversation between DNs, GPs and the MDT.

• Work alongside hospital in promoting the GSF care plan to become more of a cross 
boundary document

• To continue to promote the importance and impact of GSF registration to GP and DNs 
to contact patient for initial assessment at the point of GSF registration to ensure that 
care delivered is of high quality, proactive and timely. This aims to prevent crisis 
management, unpredictable workload, and reduce inappropriate hospital admission

• To continue to visit patients with DNs to act as a role model and offer continued support.

Response from District Nurses

Nurses being given their own file of documents, and Transform accompanying them on joint 
visits have been received favourably
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One-to-one teaching, particularly around communication skills has improved their 
confidence and empowered them to engage in difficult conversation with patients and 
families around death and dying.

Weekly visits from Transform have meant that Nurses and facilitators have built excellent 
working relationships, developing trust, and improving cross boundary communication.

Having a regular presence in clinics and developing relationships over time has meant that 
DNs now share their worries, concerns and issues with the facilitators. Practical issues can 
be addressed and resolved, and those issues which may require further support can be 
revisited and discussed on a one-to-one basis.

The Transform team are able to facilitate reflective practice around challenging or difficult 
situations or conversations, providing support and identifying teaching opportunities. 
Nurses are supported to identify gaps in their knowledge and confidence, so that teaching 
is tailored to their needs.

Role modelling by facilitators during patient visits has also proven to be extremely effective, 
and DNs have reported an increase in confidence when discussing death and dying with 
patients and family. Teaching is contextualised and occurs in real time. Those who have 
previously been “scared” of talking to end of life patients and those important to them, have 
reported an increase in confidence and improved relationships with patients and families. 
They report feeling they have done “a better job” and “really making a difference”, as a 
result of Transform support.

In one DN team a Transform facilitator was available to provide an opportunity for reflection 
and support for a student nurse following a particularly distressing visit to a palliative 
patient. The facilitator was asked for help as she “didn’t know what to say to her”. As well as 
supporting the student, this was an invaluable learning opportunity for the DN who later 
said she had learnt “a lot by listening to how you do it”

One DN team have adapted their daily handover template to include palliative and GSF 
patients, to ensure they are regularly discussed, deterioration is noted and appropriate 
planning carried out. This also supports the nurses to identify those patients who may be in 
the last year of life and refer for GSF registration if appropriate. This particular team is 
working extremely well, considering they have had numerous changes at both junior and 
senior level. Communication and support within the team is excellent, and the Transform 
team has been able to add a further level of support.

Anecdotally, GSF registered patients and their families have reported to the Transform 
team that they have appreciated seeing a “familiar face” when the team has supported 
them in hospital and then at home, alongside the DNs. This consolidates a cross boundary 
approach to care, and promotes a real sense of teamwork and collaboration.
 
Transform Staff Survey: Community Staff

All respondents reported the Transform team to be supportive and empowering in their work. They 
commented on ease of contact and accessibility of the team. They reported appreciating support to 
complete documentation, that they were more aware of recognising patients approaching the end 
of life who should be GSF registered and that close links with Queenscourt through Transform 
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helped them feel supported. They commented on the team being friendly and approachable and 
that they provided them with up to date information.

91% reported having received education from Transform during the year and that this had given 
them a bette understanding of end of life issues, helped them to improve the patient experience, 
better advise patients and families, increased their competence and given them confidence to deal 
with difficult situations. They reported that team moral and working relationships had improved and 
they had noticed an improvement in their communication skills.

Care Home Transform Role

• Transform Facilitators have, and will continue to further strengthen the close working 
relationships built up with care homes, within the S&F area (Sadly WL Transform Care 
Home facilitation has ceased due to the discontinuation of funding for the Six Steps 
Facilitator post - although they are welcome to attend education at TBEC as usual).

• Provide a quarterly forum for Six Steps homes, to discuss current issues and share 
good practice.

• Support the care homes to provide the best care for those approaching end of life, by 
ensuring they have a co-ordinated approach to caring for their residents with regard to 
planning for the end of their lives and providing their care when they reach that time.

• Help homes to involve their residents and families in expressing their wishes and 
preferences for the future care; respect the choices they have made, even if they are no 
longer able to make their wishes known; work collaboratively with primary care and 
palliative care services; train and educate their staff to care and communicate well.

• Deliver planned and opportunistic training to all grades of staff tailored to identified 
learning needs, and on key enablers, to suit time constraints of a busy care home and 
shift patterns.

• Community facilitators are responsible for a small group of homes in S&F, working more 
closely with senior staff, providing an increased level of support, to identify residents 
likely to be approaching the end of life, promote GSF registration, encourage 
appropriate referral to SPCS, and support the planning and co-ordination of that care. 

• Facilitators act as role model to support staff with difficult situations and conversations 
around death and dying, and conversations around future care planning. 

• Documentation to record future care planning conversations has been introduced, along 
with a co-ordination proforma, enabling the home to share and communicate the 
recording of co-ordination, communication and key enablers for residents.

• Follow up GSF residents discharged from hospital to ensure that the resident and family 
understand what GSF registration means to them, and to ensure continuity of co-
ordinated care, further supporting good communication and collaborative cross 
boundary working.

• Follow up those residents sent home as Rapid End of Life Transfer, to ensure safe 
transition has taken place and to support care home staff as well as the patient and 
those important to them
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Feedback regarding Facilitator Support

Comments from staff include ‘overall experience was excellent’, ‘helped us produce a 
good reference/working document’, ‘provided the springboard to formalise the care we were 
already providing’, ‘very knowledgeable facilitator, able to understand the challenges faced 
by those working in the care home setting’, ‘helped us to relate what we had learnt into 
practice’, ‘made us think more and empowered the staff’, ‘positive feedback and 
encouragement helps us to keep up the motivation’.

‘Good support, advice, and encouragement throughout the course, and afterwards’, ‘The 
main benefit was having the same person to guide and support us through the programme’, 
‘to be able to give guidance and point us in the right direction’, ‘giving praise for work well 
done keeps us focused’, ‘facilitators are easily contactable when needed’, ‘just a phone call 
away’, ‘excellent support through the programme and in general, whenever we need help’

‘The support and rapport we built up with Queenscourt will remain with us’, ‘often in the 
care sector we feel undervalued, I can speak on behalf of all staff – they felt welcomed, 
valued and found the relationship uplifting’, ‘having a centre of excellence so close is 
obviously a great advantage’, ‘Queenscourt has always been a useful resource, so staff 
feel comfortable seeking help, advice, and support’, ‘all staff find the on-going support 
invaluable’.

Comments from care home patients and their families include ‘Mum could not have 
been better cared for anywhere’, ‘staff constantly checked on us, lots of cups of tea, and 
were available anytime for us to talk to’, ‘they kept us informed of what was happening’, ‘It 
gave us confidence as a family to see how …... involved the specialist nurse, district nurse, 
and our GP. It was a great relief to know that the home had links with the hospice’.

‘All of the staff made us feel welcome – nothing was too much trouble, they even found us 
somewhere to sleep over’, ‘my brother travelled up from Cornwall, and the staff had a hot 
meal ready for him’, ‘….. gave us the information in a very sensitive way, helped us to 
understand that our mum was dying’, ‘the home gave us the use of a small room where we 
could spend some time together as a family and still be near Dad’.

‘It gave us peace  of mind that my sister died in the home, she really didn’t want to die in 
hospital’, ‘we were all anxious about how it would be, but because the nurses explained 
everything and spent time with us it was all less frightening’, ‘When …. died  I was allowed 
to stay in the room with him, this meant such a lot to me’.

Transform Staff Survey: Care Home Staff

Care Homes with links to Transform were invited to take part in the annual staff survey of 
Transform. 100% found the Transform facilitators supportive and empowering to them in 
their everyday work and 95% had received education from the team. Support was 
described as being accessible, friendly, helpful, proactive, knowledgable and dispensing 
sound advice. Respondents mentioned that Transform had developed good relationships 
with care home staff, and that these professional relationships enabled staff to care better 
for patients approaching the end of life.They reported feeling more confident, perceiving 
better teamwork, more in control of situations. 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