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1.0 Introduction 

Our annual report for 2015-16 illustrates our commitment to improve our services 
for those people who are approaching the end of their lives. We are doing this by 
focusing upon a number of areas – supporting the hospice at home services, 
developing a consistent approach to advance care plans, rolling out the care 
decisions document for the last days of life to health professionals across Wales 
and ensuring that comprehensive paediatric palliative care arrangements are in 
place across Wales for children, young people and health professionals, and 
supporting the families and loved ones of those who may be approaching the end 
of their lives. 
 
The last 12 months have seen progress in improving the services for people who 
are approaching the end of their lives in Wales. There are excellent examples of 
services improving throughout Wales whilst dealing with an increasing and more 
complex demand for the services. The service needs to continue to undergo 
transformational change if they are to cope with the increased number of 
patients, as well as the complex needs of patients.  
 
Each year around 33,000 people die in Wales, around 200 of these are children 
and young people. This equates to around 90 people a day. It is predicted1 that 
the number of deaths in Wales will increase by almost 10% to around 36,500 by 
2039. About 39% of deaths occur in people’s usual place of residence, either at 
home (23%) or in a nursing / care home (16%). 56% of deaths occur in NHS 
hospitals.  
 
Since 2010, there has been an 8% reduction in nursing home places, despite the 
demographic changes in Wales. Having sufficient nursing and care home places 
available is necessary to meet the future needs for end of life care for an aging 
population.  
 
In February 2015, the Welsh Institute for Health and Social Care (WIHSC) and 
University of South Wales published a report commissioned by Ty Hafan. 
“Palliative Care For Children And Young People In Wales: Meeting Future 
Needs” presents an assessment of the current state of paediatric palliative care 
services in Wales and an opinion on where further actions need to be taken to 
ensure continuing improvement. The report contained seven recommendations 
including: 
 

 strengthening paediatric palliative care representation on national groups 
directing the vision for Wales 

                                                             
1 ONS. 2014-based national population projections 
https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationprojec
tions/bulletins/nationalpopulationprojections/2015-10-29/relateddata  

https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationprojections/bulletins/nationalpopulationprojections/2015-10-29/relateddata
https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationprojections/bulletins/nationalpopulationprojections/2015-10-29/relateddata
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 developing a paediatric palliative care implementation plan, based upon the 
specific recommendations from the Sugar Report  

 issues around transitional support and ways in which to improve care when 
moving to adult services 

 improving communication and networks 

 24/7 out-of-hours specialist support.  
 
Since the report was published, there have a number of important developments 
in paediatric palliative medicine in Wales. These include improvements to local 
generic palliative care services for children at home in West Wales, appointing a 
third consultant in transitional and paediatric palliative medicine, and expanding 
services to offer a 24/7 out-of-hours’ telephone advice service.  
 
The End of Life Care Implementation Board is in the process of developing a 
refreshed delivery plan, which will run until 2020. The refreshed plan will ensure 
that the recommendations in the Ty Hafan report continue to be implemented 
across Wales. 
 
People approaching the end of their lives need access to care and support 
wherever and whenever it is needed. The access to health and social care, 
support and symptom control must be the same wherever they are in this last 
phase of life - at home, in hospital, in a care home or a hospice. These services 
need to be well coordinated across primary, community, social and hospital care, 
and between statutory and third sector organisations. It is hard to identify those 
likely to die within 12 months and initiate the necessary conversations. It requires 
considerable skill and experience. However, the right support can transform the 
end of life experience for everyone – the patient, family, carers and friends. This 
requires considerable training of staff at every level so that expertise is available 
to support the delivery of front line care. It also requires that the emphasis moves 
away from ‘diagnosing dying’ towards better identifying individuals at high risk of 
dying soon. For such people, and those close to them, serious illness 
conversations will help foster open conversations about the real difficulties of 
living with uncertainty; encourage patients to voice their fears, wishes and 
preferences in care. Open, honest, sensitive conversations, at the pace the 
patient wants, can promote shared decision making and encourage 
conversations on which treatments patients would want, and which they would 
refuse. This will encourage a prudent approach to the delivery of their healthcare 
needs towards the end of life, and help minimise distress from treatments that 
may be futile or burdensome in the face of impending death. 
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1.1 Our achievements 
 
Seven-day working by clinical nurse specialists in acute and community 
settings  
 
Across Wales, processes and procedures have been put in place supporting 
clinical nurse specialist teams to work seven days a week. Feedback from 
patients and healthcare professionals identify this support as crucial. Frontline 
staff value the support at weekends, enabling patients who present at hospital 
with end of life care needs to avoid hospital admission where appropriate and 
allow patients with complex needs to remain at home.  
 
24/7 out-of-hours specialist support  
 
Consultants in palliative medicine are now available on call to provide advice and 
support to other professionals and visit patients where required, enhancing the 
service provided by clinical nurse specialist at weekends. Consultants are part of 
a regional rota and can access patient information to support decision making for 
patients with complex needs.  
 
Hospice-at-home roll out  
 
The End of Life Care Implementation Board approved funding to improve access 
to Hospice at Home provision. The funding has improved the rapid discharge 
process from hospital and enabled those terminally ill patients who wish to die at 
home, to remain at home. Where Hospice at Home is in place and the patient 
preference is to be cared for at home, 99% of patients are able to die at home. 
 
National education programme  
 
The End of Life Care Implementation Board provided funding during 2016 to train 
staff in advanced communication skills and end of life care. This has enabled 
colleagues to begin to manage the ‘Serious Illness Conversation’ with patients, 
families and carers. The programme is for healthcare professionals who care for 
patients where terminal illness can be sudden and unexpected (such as 
paramedics, critical care and accident and emergency teams), and who have 
recognised the need to improve their skills and knowledge.  
 
More people accessing end of life care 
 

Palliative care registers were introduced to try to improve the care of people at 
the end of their life. General practices should have a register of all patients with 
supportive or palliative care needs. In 2015-16, there has been a 7.6% increase 
in the number of people registered on a primary care palliative register compared 
with 2014-15. When compared to 2011-12, the number of people across Wales 
registered on a primary care palliative register has increased by 62%. 
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Services for children and young people available 24/7 
 

This year, funding was provided by the End of Life Care Implementation Board to 
improve local generic palliative care services for children at home in West Wales. 
The result was the establishment of a ‘Hospice at Home’ programme. 
Collaboration with Tŷ Hafan Children’s hospice has meant that there is now a 
24-hour out-of-hours’ telephone advice service available across Wales. 
 
Supporting people at the end of their lives 
 

Direct feedback from patients and their families about specialist palliative care 
services in Wales has shown that over the past year these services make an 
enormous difference to people’s quality of life in their closing days. During 
2015-16, 93.2% of the responses to the iWantGreatCare patients’ evaluation of 
their experience of specialist palliative care were positive. The average Welsh 
score was 9.5 out of 10 across all domains. 
 

1.2 Areas for further development 

We know there is much more that can be done to improve end of life care across 
Wales. 
 
Early identification 
 
More needs to be done to ensure consistent early identification of patients who 
are probably in their last year of life, and who may require palliative care support. 
We know that, of the 33,000 people who die in Wales each year, around 24,000 
of these will require palliative care of some sort. Of these over 9,500 are 
recorded on a GP palliative care register (2015-16) and will be in receipt of either 
supportive or generalist palliative care. Around 10,500 patients were recorded as 
being in receipt of specialist palliative care prior to their death last year. 
 
Supporting people to die in the place of their choice 
 
Despite some improvements, more needs to be done to ensure that systems are 
in place to allow more people to receive care and die in the place of their choice. 
 
Unnecessary admission at the end of their lives 
 

Last year there were over 65,000 hospital admissions of people in the last year of 
their life, more than 50,000 of these were emergency admissions. Although many 
of these will have been necessary admissions, there is a need to reduce 
unnecessary emergency and hospital admissions for those at the end of their 
lives through effective advanced care planning and appropriate professional 
assessment and input when a crisis arises.  
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People being prepared for their deaths 
 
Research for Byw Nawr - Dying Matters, published in April 2016, showed that 
more than half of people agreed that over the past five years they have become 
more comfortable talking about their own death, or that of people close to them, 
but just one third have started planning for it. Two-thirds of people also said they 
would be happy to help someone they know organise end of life plans. 
 
Increased participation in research 
 
Since 2011-12, 815 people have participated in the National Institute of Social 
Care Health Research palliative care studies across Wales. However the number 
of people participating reduced last year. This needs to be improved as the 
studies provide valuable information to support improved care. 
 
 
Over the coming years, we want to ensure that we continue to make the changes 
we have seen over the last few years and to ensure people who are approaching 
the end of their lives receive the best care and support possible. This means 
taking a wise and considered approach to planning and delivering healthcare so 
it will be sustainable into the future. End of life planning must be underpinned by 
a set of principles which place a focus on genuine co-production: making the 
most efficient use of skills and resources; reducing harm and ineffective 
interventions; and taking a properly evidence-based approach to practice. 
 
There are many examples of these changes taking place across Wales. For 
example specialist palliative care teams are supporting colleagues in 
haematology and oncology to begin the end of life conversation, thus allowing 
patients to make their wishes known and reduce ineffective interventions. Seven 
day services provision by specialist palliative care teams allows specialist nurses 
to be available at weekends, with consultant on call support and advice. This is a 
cost effective method to support general teams in the delivery of best care for 
end of life patients in a rapid and responsive manner.  
 
This report shows the progress made against the actions set out in the “Together 
for Health – End of Life Delivery Plan” and our continued commitment to 
improving outcomes for people requiring end of life care in Wales. This progress 
will be taken forward as part of the refresh of our delivery which is underway. 
 
This progress would not have been possible without the fantastic teams we have 
throughout the NHS - in our GP surgeries, NHS hospitals, hospices and the 
voluntary sector. It is also important to recognise the essential contribution 
hospices and other charities in Wales make towards achieving excellence in 
care. The dedication and support from charitable and third sector organisations 
ensure the people of Wales receive a high quality, effective end of life care 
service. 
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This support is an essential element of the delivery plan, which has enabled us to 
deliver and improve services for the people of Wales 
 

.      

    

Andrew Goodall     Steve Ham 
Chief Executive, NHS Wales    Chair, End of Life Care 

Implementation Board 
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2.0 What is palliative and end of life care? 
 
The National Institute for Clinical Excellence (NICE) defines palliative care as 
“the active holistic care of patients with advanced progressive illness. 
Management of pain and other symptoms and provision of psychological, social 
and spiritual support is paramount. The goal of palliative care is achievement of 
the best quality of life for patients and their families. Many aspects of palliative 
care are also applicable earlier in the course of the illness in conjunction with 
other treatments”. 
 
Palliative care is not just for the end of life. Palliative care is an approach which 
aims to enhance quality of life for patients and their families facing life-
threatening illness, through the prevention and relief of suffering by means of 
early identification and impeccable assessment and treatment of pain. A person 
may receive palliative care earlier in their illness, whilst still receiving other 
therapies to treat their condition.  
 
Palliative and end of life care covers the care received by people from diagnosis 
of a life-threatening or life-limiting condition, as well as care in the last days and 
hours of life, and care after death. In many situations the terms end of life care 
and palliative care are synonymous. If an individual has a progressing and 
incurable illness, palliative care will make them as comfortable as possible by 
controlling pain and other symptoms, including the management of symptoms, as 
well as the provision of psychological, social, spiritual and practical support. This 
approach deals with the "whole" person rather than just one aspect of care of the 
disease, and aims to ensure a high quality of life from diagnosis of a terminal 
illness.  
 
Good end of life care enables people to make choices about their care, and live 
in as much comfort as possible until they die. It supports people to die with 
dignity and provides support that meets the needs of both the person who is 
dying, and their family and carers. 
 
End of life care should help a person to live as well as possible until they die, and 
to die with dignity. The people providing the care should ask about a person’s 
wishes and preferences, and take these into account as they work with them to 
plan their care. They should also support the family, carers or other people who 
are important to the patient. 
 
Children and young people account for a small proportion of all deaths, but their 
needs and those of their families may be very different from adults. Some 
children with life-limiting conditions require care like adult palliative care, but in 
child focused surroundings, and some have specific care needs as they transition 
into adult services.  
 

http://www.nhs.uk/Planners/end-of-life-care/Pages/controlling-pain-and-other-symptoms.aspx
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Good quality palliative and end of life care is important to us all. For many the 
impact of the death of a family member or friend will be influenced by how they 
were cared for and the support they received. People with palliative and end of 
life care needs, and those caring for them, need rapid assessment and the best 
possible treatment. They also need ongoing support and information about 
choices when treatment may no longer be effective. For children with palliative 
care conditions, the need for well-managed end of life care and bereavement 
support is vital to the long-term wellbeing of parents and families. 
 
There are two broad categories of end of life and palliative care services 
available to both children and adults: 
 
 specialist palliative care services –care provided by specialist multi-

disciplinary palliative care teams with recognised training, including 
consultants and palliative care nurse specialists. It takes place in all settings, 
including a patient’s home and specialist in-patient facilities, such as hospices 
and hospitals. Specialist palliative care services are often provided alongside 
the care provided by a patient’s doctor and district nurse. 

 generalist palliative care services – this is care delivered by people whose 
work includes general palliative care such as primary care, community 
nurses, and in hospitals by many different clinical teams. The goal of palliative 
care is to achieve the best quality of life for patients and their families.  

 

2.1 Who provides palliative and end of life care? 
 

Different health and social care professionals are involved in palliative and end of 
life care, with the support offered to each patient depending on their needs. For 
example, hospital doctors and nurses, the GP, community nurses, hospice staff 
and counsellors may all be involved, as well as social care staff, chaplains (of all 
faiths or none), physiotherapists, occupational therapists or complementary 
therapists. A GP will have overall responsibility for a person who is being cared 
for at home or in a care home. Patients will also be supported by community 
nurses. 

  

 

 

 

 
 
 
 
Palliative care will not be provided by one individual. A whole range of clinicians 
are involved in supporting patients with palliative care needs. Palliative care 
teams are made up of different healthcare professionals and can co-ordinate the 
care of people with an incurable illness. This will range from general care 

Two healthcare support workers deliver complementary therapies to patients 
across both hospitals at Aneurin Bevan University Health Board. They have 

increased their knowledge and skills to include mindfulness and anxiety 
management. They receive positive evaluation from patients, family 
members and staff, on the direct support they give and the time afforded, 
particularly at the end of life.  
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provided by a GP or a nurse or a hospital doctor, to specialist care provided by a 
doctor or nurse specially trained to provide palliative care. Some people need 
additional specialist palliative care. This may be provided by consultants trained 
in palliative medicine, specialist palliative care nurses or specialist occupational 
therapists or physiotherapists. Palliative care services may be provided by the 
NHS, the local council or a charity. 
 
Each health board in Wales has specialist palliative care teams in place. These 
are supported by the voluntary sector hospices who provide care and support to 
patients and their families with end of life care needs. The voluntary sector in 
Wales has been pivotal in providing inpatient hospice and hospice-at-home care.  
 
The Welsh Government invests £6.4m annually to support hospices and to 
provide end of life and palliative care across Wales. The allocation of this funding 
was initially determined through a national funding formula to establish fair 
access to specialist palliative care. In 2015, an additional £1m has been provided 
to support the delivery of the End of life Care Delivery Plan. This annual funding 
is distributed and managed by health boards to ensure robust and clear lines of 
financial and clinical governance are in place between health boards and 
hospices. Health boards and hospices will need to continue to work in 
partnership to plan, commission and deliver services that meet the needs of their 
population.  
 
Hospices in Wales also have access to a range of clinical and other support 
services provided by the health boards, such as a 24/7 specialist palliative care 
consultant advice service. 
 
 
 
 
 
 
 
 
 
 
 
 
 
Hospice at home and community home care teams are able to support people 
with dying in the place of their choice.  
 
 
 
 
 
 

The Hospice at Home service run by Marie Curie and Cardiff and Vale 
University Health Board, established in 2016, resulted from a determination 
to further improve the hands-on care for patients in the last weeks and days 
of life. Reviews of services indicated there was a need to focus on 
improvements in the timeliness of care and in the type of care provided to 
some of the most vulnerable patients. This service now provides care based 
on individual need by a group of skilled health care support workers who 
have undergone extra end of life training. This service operates in 
collaboration with the district nurses as the key professional assessing and 
planning care. 
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2.2 Who receives end of life and palliative care? 
  
End of life and palliative care should begin when a person needs it and may last 
a few days, or for months or even years. People in lots of different situations can 
benefit from end of life care.  

  
People are considered to be approaching the end of life when they are likely to 
die within the next 12 months, although it is often not possible to predict life 
expectancy with accuracy. This group includes people whose death is imminent, 
as well as people who: 
 

 have an advanced incurable illness such as cancer, dementia or motor 
neurone disease 

 are generally frail and have co-existing conditions that mean they are 
expected to die within 12 months 

 have existing conditions from which they are at risk of dying through a 
sudden crisis in their condition 

 have a life-threatening acute condition caused by a sudden catastrophic 
event, such as an accident or stroke 

 

It is important that people are able to have open and honest conversations about 
the end of their lives. This will require preparation and planning. When done well, 
with the involvement of family, carers and professionals, this will support the 
delivery of high-quality care tailored to a person’s particular needs and wishes. It 
is important that people are supported in these discussions wherever they wish, 
whether that is in their communities, at home or at hospital.  
 

At Abertawe Bro Morgannwg University Health Board, the investment from 
the End-of-life Care Implementation Board has resulted in increased activity 
and supported fast-track discharges from hospital. Between January and 
March 2016 were 75 additional discharges which supported people to die at 
home. At Cardiff and Vale University Health Board, the hospice at home 
service commenced in January 2016 as a dedicated resource for support for 
end-of-life patients within the community. This resulted in a three-fold 
increase in palliative clients cared for at home in January 2016 compared 
with January 2015, and a five-fold increase in February 2016 over February 
2015. During January 2016, 23 patients were cared for by the hospice at 
home service with 538 visits by the hospice at home team providing 1,112 
hours of direct patient care. 
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In Wales, approximately 33,000 people currently die each year, and it is 
estimated that 75%2 of these - 24,750 patients - will require either end of life or 
palliative care at some level.  
 
While the Welsh population overall is due to increase by less than 6%, the 
number of people aged 65 and over is predicted to increase by 44% to more than 
885,0003 by 2039. This means that in 2039, the number of deaths each year is 
predicted to increase by about 15%4. 
 
As people live longer, they tend to develop multiple, complex health conditions. 
This can be evidenced through the projected rise in the number of people living 
with dementia, with over 42,000 people with dementia living in Wales5. By 2021, 
the number of people with dementia across Wales is projected to increase by 
31% and by as much as 44% in some rural areas6. 
 
It is difficult to calculate the numbers of people that receive palliative care each 
year. One approach is to combine the number of patients on a palliative care 
register with the number of deaths that had been referred to a specialist palliative 
care team. It is likely that this will result in the double counting of some patients 
who will be on a palliative care register prior to being referred to specialist 
palliative care. However it may miss those who are looked after in hospital during 
their last illness by teams such as care for the elderly, who have good generic 
palliative care skills and only involve specialist palliative care for those with 
complex problems.  
 
GPs are required to record patients requiring palliative care on the GP palliative 
care register. The number of patients recorded on this register with the local GP 
practice and primary care team gives an indication that health and social care 
professionals are aware of an individual’s situation and their care will be 
discussed regularly by the team. This should mean that their care needs are 
assessed and managed appropriately, and that they will be supported to make 
decisions about their future needs and care. 
 
Figure one highlights the increased number of patients that have been recorded 
on GP’s palliative care registers over the past five years. In 2015-16, 9,639 
people were registered on a palliative care register; this is an increase of over 
62% since 2011-12.  

                                                             
2 See above 
3 Stats Wales. 2014-based national population projections for Wales, 2014-2039. 
https://statswales.gov.wales/Catalogue/Population-and-
Migration/Population/Projections/National/2014-Based/populationprojections-by-year-gender  
4 ONS. 2014-based national population projections. Release date: 29 October 2015 
5 Alzheimer’s Society. Dementia 2014: Opportunity for Change / Welsh Government 

National Dementia Vision Plan for Wales 2015 
6 Welsh Government. National Dementia Vision for Wales. 2011. 

http://www.prudenthealthcare.org.uk/end-of-life-care/#_edn8
https://statswales.gov.wales/Catalogue/Population-and-Migration/Population/Projections/National/2014-Based/populationprojections-by-year-gender
https://statswales.gov.wales/Catalogue/Population-and-Migration/Population/Projections/National/2014-Based/populationprojections-by-year-gender
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Source: Quality and Outcomes Framework (QOF) - Wales 

 
This suggests that GPs in Wales are probably capturing about a third of those 
with palliative care needs on a primary care palliative care register. Not being on 
the register does not mean that an individual is not known to the practice, or is 
not getting adequate palliative care. However, patients not on a “register” may be 
less likely to be getting comprehensive, co-ordinated, palliative care. Better 
information should become available when a unified clinical record is introduced. 
 
Some people, particularly those with more complex conditions, will require 
access to specialist palliative care. Figure two indicates that between April 2015 
and March 2016, 10,597 patients received specialist palliative care. Of these, 
6,531 patients were referred to specialist care within 90 days of their death. This 
is an increase in total referrals of 12% from 2014-15, but only an increase of 9% 
in those in the last 30 days of life, suggesting the specialist palliative care teams 
are being involved earlier in patents’ final illnesses, as well as more patients 
accessing specialist input. 
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Figure 1:  Number of patients recorded on a palliative 
 care register   
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Source: CaNISC 

Patients are far more likely to receive specialist palliative care if they have a 
cancer diagnosis than if they are terminally ill with a non-cancer diagnosis. In 
2015-16, 51.9% of people who died from cancer received specialist palliative, 
care compared with 16.7% of those who died from another illness. However this 
demonstrates some changes from 2014-15 when just over 15% of patients with a 
non-cancer diagnosis received specialist palliative care. However not all people 
towards the end of their lives will require specialist palliative care. Even taking 
this into account, the number of all expected non-cancer deaths accessing 
specialist care is low (16.7%) and continuing efforts are needed to ensure that 
specialist palliative care is accessed fairly and appropriately by non-cancer 
patients. 
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Figure 2:   Specialist pallative care team (SPCT) referrals  
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Source: CaNISC 

 
There are clear differences in the proportion of people who receive specialist 
palliative care according to age (figure four), with people aged 75 or over less 
likely to access specialist palliative care than those under 75. 
 

 
Source: NHS Wales Informatics Service 
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2.3 Where is end of life and palliative care delivered? 
 
At the end of life, most of us would probably choose to be somewhere calm, safe, 
and quiet and supported by staff that have the time to give unhurried care, 
surrounded by people who know and love us. It is important that people in Wales 
discuss their needs in advance in order to have as good a death as possible.  
 
 
 
 
 
 
 
 
 
 
 
 
As well as meeting the needs of individual, having the right services in place to 
care for terminally-ill people is important to ensure a prudent healthcare approach 
to end of life care. Evidence shows that home-based care can reduce hospital 
use at the end of life and help more people to die at home in line with their 
wishes7http://www.prudenthealthcare.org.uk/end-of-life-care/ - _edn21. Further research 
suggests that delivering this community-based care represents a cost saving 
when compared to hospital-based care, even when GP contacts, community 

                                                             
7 Chitnis X, Georghiou T, Steventon A, Bardsley M. The impact of the Marie Curie 
Nursing Service on place of death and hospital use at the end of life. Nuffield Trust, 
2012. 

Improving care for minority ethnic communities 

A Big Lottery funded three-year project in Cardiff is working with people from 
black, Asian and minority ethnic (BAME) communities to help them better 
understand the range of Marie Curie services and support available at the 
Marie Curie Hospice and in the community. It also looks at what Marie Curie 
needs to do to ensure that they are providing culturally appropriate services 
and caring environment.  

Improved communication with minority ethnic communities has resulted in an 
81% increase in the number of BAME patients and families using the Marie 
Curie hospice and/or community service between September 2012 to 
September 2014. This is a total of 96 patients seen during this time, with a 
further 49 patients seen from October 2014 to June 2015 

 

The Macmillan end-of-life care plan facilitation team has delivered the Six 
Steps to Success palliative and end-of-life care training programme into a 
number of nursing homes in north Wales. The aims of the programme are for 
every resident to be offered the chance to express their individual needs and 
wishes about their future care, and to remain in their preferred place of care 
where appropriate, reducing unscheduled admissions. Analysis of data from 
20 nursing homes that have completed the programme shows that residents 
achieving preferred place of death increased from 71% to 89%, and adoption 
of advance care planning for all residents increased from 12.5% to 87.5%. 
 

http://www.prudenthealthcare.org.uk/end-of-life-care/#_edn21
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nursing, local authority-funded social care, hospice and hospital care are taken 
into account8. 
 
The health service is moving towards a social model of health where suitable 
services are designed around individuals’ needs, enabling those with acute 
conditions to self-manage their illness where possible and be cared for 
proactively in the community. However, there are some instances where 
admission may be medically appropriate and in the best interests of the person. 
Although most people say they would prefer to die at home we recognise that 
people may change their decisions nearer the end of life. It is important to ensure 
that appropriate support is in place so that individuals receive the best care to die 
at the right time, in the right place. 
 
 
 
 
 
 
 
 
 
 
 
 
In Wales 23% of people die at home and 16% in a care home, with 56% of 
people dying in hospital as shown in figure 5. 
 
Since 2010, the percentage of people dying in their own home has remained 
fairly stable (22% to 23%) and the percentage of people dying in a care home 
has increased from 13% to 16% (figure five) with the percentage of people dying 
in hospital has fallen from 60% to 56%.  
 

 

                                                             
8 Georghiou T, Bardsley M. Exploring the cost of care at the end of life. Nuffield Trust, 
2014. 
 

A care home support team has been developed at Cwm Taf University Health 
Board which provides increased support to five care homes when a person is 
nearing the end of life. This can help the person to remain in the care home at 
the end of life if this is their preferred place of death. The speech and language 
therapist helps by managing the consequences of dysphagia, experienced by 
many in this client group, and the Macmillan dietitian works with patients, 
carers and community staff to offer support, advice and guidance around loss 
of appetite and lack of food and fluid intake commonly seen at the end of life, 
to improve the care to the patient and avoid unnecessary admissions. 
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Source: Office for National Statistics 

 
2.3.1 End of life and palliative care at home 
 
Most patients express a wish to be in their own homes as much as possible, but 
they and their families are often fearful of the unknown; they worry about what 
may happen and if they will know how to help if the condition suddenly worsens. 
 
The End of Life Care Implementation Board has supported health boards to 
establish joint specialist palliative care working across 7-days, ensuring all these 
specialist nurses have the necessary skills and competencies required to practice 
at specialist or advanced level, and are educated to the agreed standards. 
 
 
 

 

 

 

Hospice at home services provides expert care to patients in their own homes 
instead of in a hospice ward. This enables many patients to return home from 
hospital, or remain at home, who otherwise would require in-patient care. Whilst 
hospice at home provision is available across Wales, there was evidence that 
this provision was patchy and inconsistent. The End of Life Care Implementation 
Board agreed that one of its priorities over the last 12 months was to support the 
development of hospice at home services across Wales. The Board has agreed 
to support health boards in the development of their provision provided that their 
proposals contributed to the following outcomes: 
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Figure 5:  Percentage of deaths by place of 
  occurrence 2010 and 2014 
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Marie Curie provides Velindre Cancer Centre with a discharge service that 
covers a large part of Wales. A Marie Curie Discharge Nurse supports people 
needing complex care in the community so they can be transferred home 
safely near the end of life. The nurse also arranges packages of care from 
community health and social care providers. 
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 improve and increase number of patients able to be ‘fast tracked’ home from 
hospital for end of life care  

 improved confidence in discharging patients home at the end of life knowing a 
specialised Hospice at Home service can meet the patient’s rapidly changing 
needs.  

 enable more patients who wish to remain at home for end of life care to 
achieve their preference  

 increase access to respite care and therapeutic day care in rural areas 

 strengthen care at home for paediatrics patients in rural West Wales. 
 

Since 2015-16, funding has been allocated to each health board for three years 

to invest in their hospice at home provision. This investment is already making an 

impact across Wales. 

 

 

 

 

 

 

 

 

 

 

 

2.3.2 End of life and palliative care in hospital 

 
On some occasions, home may not be the most suitable place of care for all 
patients all the time. Complex symptom management can often be more easily 
achieved within a hospital or a hospice setting. Sometimes care at home can 
break down for a variety of reasons, and the opportunity for specialist respite at 
this time can make the difference between getting the family back on track and 
complete care breakdown. The introduction of 7-day working has been shown to 
have a major impact on supporting those with complex needs, avoiding hospital 
admission of patients through accident and emergency departments who want to 
be supported at home. Support teams have had their staffing levels increased to 
support 7-day working; they are now piloting the inclusion of health care 
assistants to supplement care for those with very complex problems on hospital 

Marie Curie has focused on the individual needs and wishes of patients and 
carers by changing its fixed-length shift model. This Hospice at Home service 
in Neath Port Talbot hospital works on a much more integrated basis with the 
NHS and other agencies. 

Working in close partnership with the specialist palliative care team, continuing 
healthcare team and district nurses, a senior Marie Curie Nurse prioritises 
people with the greatest need and develops care packages that are tailored to 
their circumstances. Marie Curie staff work across the 24-hours to provide 
care, with short or long visits planned in advance, or in response to, urgent 
requests. 

Marie Curie in Carmarthenshire and South Ceredigion now follows the Neath 
Port Talbot Hospice at Home model and works with the NHS and other 
partners, including the British Red Cross. The Marie Curie Service in Cardiff 
and Vale is adopting the Hospice at Home service soon while incorporating 
Marie Curie Helper volunteers. 
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wards. Other notable improvements have been in detecting treatable conditions 
early, thereby avoiding major crises such as paraplegia from spinal cord 
compression. 
 
One of the priorities for the End of Life Care Implementation Board is to minimise 
emergency admissions towards the end of a patient’s life. The ultimate outcome 
for health boards must be to reduce inappropriate admissions where nothing 
different can be accomplished. Therefore, it is important to ensure that pain and 
conditions are well-managed to avoid any unnecessary distress. There will 
always be times when an acute crisis occurs that requires an admission to 
hospital. Discharge from hospital to home may not always be in the patient’s best 
interest. Patients must not be denied the possible benefit of a treatment 
intervention just because they are known to be terminally ill. 
 
The number of emergency admissions for people who are already receiving 
specialist palliative care will give an indication of how effective these services are 
when managing people’s conditions. 
 

Figure six highlights that the total number of emergency admissions for patients 
who have had contact with a specialist palliative care team has remained 
reasonably constant between 7,000 and 7,500 admissions (spells) between 
2011-12 and 2015-16, but has fallen in the most recent year, and the number of 
deaths in hospital for this population has remained at 3,200 (approximately 45%). 
This figure of the total number of admissions (spells) and may hide the fact that 
one patient may have multiple emergency admissions prior to dying. If we are to 
ensure that people with specialist palliative care needs can die in the most 
appropriate setting or the place of their choice, then end of life and palliative care 
services must focus on reducing unnecessary or inappropriate emergency 
admissions This can be done by health boards providing appropriate, quality care 
either at home or with access to adequate facilities to manage acute conditions 
proactively and appropriately in the community.  
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Source: Patient Episode Data Wales (PEDW).  
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Figure 6:  Numbers of multiple emergency admissions 
 for patients who have had contact with a  
 specialist palliative care team 

Spells Deaths

A pilot of the introduction of treatment escalation plans (TEP) into nursing 
homes in north Wales has demonstrated a 50% reduction in unwanted, 
unscheduled emergency admissions to hospital at the end of life, and a 
15% increase in patients dying in their preferred place of care compared to 
previous year. Funding has been secured to enable wider implementation 
of TEP within Betsi Cadwaladr University Health Board. 
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2.4 What does good look like?  

2.4.1 Measuring care 
 
Good end of life care services are best delivered by a team of well-trained 
professionals, coupled with good social and carer support, provided in a variety 
of settings: in the patients home, at day care facilities and inpatient units, whether 
they be hospice or hospital beds. The specialist team will also be working with 
hospital and primary care teams to support them to deliver best care through 
education and training. These services should also be using research and 
conducting audits to ensure care delivered is appropriate and relevant to patient 
need. We measure the quality and responsiveness of these services through the 
peer review process, information systems and health board annual reports.  
 
A good service will be different for patients, dependant on individual need and 
circumstance. A short admission to a hospice unit to resolve complex symptom 
management needs will prove beneficial, but for patients living in rural areas, 
long distances from hospice units may prefer to remain at home to have their 
symptoms addressed. Patients who have little in the way of social support at 
home, may value day care services. Similarly, patients with long-term palliative 
needs will benefit from short stay regular respite.  
 
2.4.2 The patient perspective  
 
To be able to provide the appropriate service, at the right time, we need to 
understand from the patient and carer perspective what good looks like for them. 
The iWantGreatCare patient survey provides valuable feedback and services 
across Wales evaluate well, but looking to the future we want to have a greater 
understanding of what good looks like for patients, their families and carers. Pilot 
projects currently being undertaken in the Cwm Taf University Health Board area 
are looking at complaints concerning end of life care, and examines the opinion 
of the care provided by bereaved families. These projects, coupled with other 
methods of patient feedback are currently being tested and will provide useful 
information to plan future care for the population of Wales. 

 
  
The anticipatory grief service continues to strengthen and develop at Hywel 
Dda University Health Board. The service offers patients, families 
and significant others emotional support, either as one-to-one or in couples or 
family groups, where required, allowing for children to have a linked service if 
needed. Currently the setting up of a call back system at Ty Bryngwyn Inpatient 
Unit is underway for relatives. This will enable them the time to return 
to discuss their loved one's care and to answer any outstanding questions they 
may have, in line with a continued focus on an enhanced patient experience. 
This also creates a seamless service to bereavement support if required. 
Feedback from professionals is very positive including feeling more confident in 
dealing with complex emotional situations. 
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3.0 Living and dying well in Wales 
 
One of the themes set out in the “Together for Health - Delivering End of life Care 
- A Delivery Plan for the NHS and its Partners up to 2016”, is supporting living 
and dying well. It aims to develop a culture where people in Wales have a 
healthy, realistic approach to dying. People should be encouraged to adopt 
healthy lifestyles, yet are informed and supported to make arrangements in 
advance for the end of life. 
 

3.1 Advance care planning 
 
Unfortunately, there are times in people’s lives when they need to think about the 
consequences of becoming seriously ill. Advance care planning (ACP) is making 
decisions about the care a person would want to receive if they become unable 
to speak for themselves. These are decisions for each individual to make, 
regardless of what they choose for their care, and the decisions are based on an 
individual’s personal values, preferences, and discussions with those important to 
them. ACPs help to ensure that more patients have their end of life care 
appropriately managed, thereby minimising the potential of emergency hospital 
admission for their last days of life.  
 
ACPs are documents detailing agreed medical management in the event of a 
sudden or gradual deterioration, with additional modules for symptom control and 
wishes around the end of life care.  
 
 
 
 
 
 
 
 
 
 
 
 
 
An ACP provides an opportunity for the individual to think about what is important 
to them within their care in their immediate future. The documents provide an 
opportunity to discuss what is happening and make sure it is: 

 documented so it can be understood by others 

 regularly reviewed so it remains current 

 communicated to key persons involved in providing care 

 owned by the individual concerned, who can decide to share it with their 
family and friends if they wish. 

The Macmillan advance care planning nurses and speech and language 
therapist (SALT) work closely with the record of best interests decisions (RBID) 
nurse to promote advance care planning across Cwm Taf University Health 
Board. The Macmillan highly specialist SALT (advance care planning) works 
with the nurses in the advance care planning team to support individuals with 
communication difficulties to make their wishes known. The RBID project 
supports advance care planning once an individual has lost capacity. Prior to 
October 2014 there had been 16 RBID referrals Since then the team have 
received over 400 referrals, resulting in completion of large numbers of RBID 

and ACP discussions that subsequently have been documented and shared. 



 

23 

When developing an ACP, discussions often include: 

 the individual’s concerns and an opportunity for healthcare professionals to 
provide further support and information 

 the values or personal goals for care that the individual feels are important 

 the individual’s understanding about their illness and prognosis, as well as 
particular preferences for types of care and treatments for the future 

 
An ACP often helps the person to decide on: 

 a statement of wishes and preferences 

 advance decisions 

 lasting power of attorney 
 
Not all patients will want to discuss an ACP. Healthcare professionals should 
make sure that people are aware that they are able to have such discussions 
should they wish to, and if appropriate. 
 
Figure seven highlights the numbers of people who have been referred to 
specialist palliative care have an ACP in place prior to death. In 2015-16, 3,700 
(35%) patients had an ACP prior to death. This is an improvement of almost 500 
patients when compared to the previous year. 
 

 
Source: CaNISC 

Despite this improvement, the majority of people dying from terminal illnesses do 
not appear to have a documented care plan. Many patients may not wish to 
make an ACP, and others will change their mind. Many others will have had 
discussions with their families and friends and will have made their wishes clear. 
It is important to note that a valid ACP may contain an advance refusal of 
treatment (a specific intervention), which should be respected if or when a patient 
has lost mental capacity for such a decision. 
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A lot of work is already underway addressing the need to identify patients who 
are appropriate to discuss ACPs, and to open up discussions with patients. 
Projects across all health boards are addressing ACP, including many different 
clinical disciplines such as palliative care, GPs, renal teams (conservative 
management), heart failure, care of the elderly and dementia services. There is a 
challenge about how to document and share ACPs effectively and efficiently. At 
present, there are multiple different forms used to record ACPs across Wales. In 
order to share the information, these are photocopied and mailed or faxed to 
numerous recipients. This is time-consuming, difficult to keep updated when 
plans change, and unlikely to be available to healthcare professionals in all 
situations. 
 
The End of Life Care Implementation Board has established a working group to 
develop an IT-based solution to this problem. They are working to develop an 
ACP record within the new Welsh Care Record Service – an electronic record 
which will ultimately be accessible to health care physicians in both primary and 
secondary care, as well as the ambulance service and out-of-hours care 
providers. 
 
Moves to encourage and facilitate advance care planning need to respect the 
individual patient and must not increase their stress or be burdensome.  
 

3.2 Effective and timely referrals 

When a person is referred to specialist palliative care, it is important that that 
referral is acted upon quickly. In 2015-16, there were 16,257 specialist palliative 
care referrals. Of these just under 40% were urgent referrals, usually for control 
of symptoms. It is critical that these urgent referrals are assessed very quickly – 
ideally within 2 days. Just under 70% of urgent referrals in 2015-16 (figure eight) 
were assessed within the 2 days. This is a drop of over 10 percentage points 
when compared to 2012-13 with almost 800 patients more than in 2012-13 not 
seen within two days. We would expect this to improve in the coming years. 
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Source: CaNISC 

 
The Cancer Network Information Service Cymru (CaNISC) allows for the 
recording of a reason why “urgent” referrals are not seen within 48 hours; across 
Wales, 72% did not have a reason recorded. Of those who did have a reason 
recorded, the most common reason was “patient choice”. 
 
In addition to the patients being assessed within agreed timescales, it is 
important that these assessments are recorded on the cancer information system 
known as CaNISC. In addition to cancer patients, CaNISC is also used to capture 
non-cancer patients once they have been referred to specialist palliative care. 
Not all referrals received are recorded on the cancer information system. 
Although on many occasions assessments are undertaken and recorded, full 
assessments are not always being recorded on the system, yet they will have 
been documented in other patient records.  
 
Over the last few years, there have been considerable improvements in recording 
the performance against the percentage of specialist assessments. In 2015-16 
almost 33% of assessments were recorded on CaNISC as having a complete 
assessment within 3 months; this is a marked improvement from 14% in 2012-13.  
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Source: CaNISC  

 
Health boards are expected to continue to drive improvement in this area in the 
next 12 months. 
 

3.3 Reducing the distress of terminal illness for the 
patient and their family  

 
 
 
 
 
 
 
 
 
 
Patients and their families need realistic choices for their end of life care, together 
with assurances they will be fulfilled. The access to appropriate support must be 
the same wherever they choose to die. The quality of care provided to a dying 
patient has a lasting effect on families and carers. Good quality end of life care 
and good communication between professionals and families supports 
individuals at the end of life and helps families to cope with bereavement.  
 
It is important all health care professionals, regardless of specialty, consider the 
end of life care wishes of their patients as part of the basic care they provide to 
patients. The All Wales integrated care priorities pathway, previously used for the 
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Many carers benefit from sharing their experiences with others in the same 
position, and in March 2015 Marie Curie has established a twice monthly 
Carers’ Café in Cardiff and Vale University Health Board. Since its launch, 33 
cafés have been held, with 350 visitors attending. Carers, patients and visiting 
family members come to the café to relax, meet others in a similar situation to 
themselves and be signposted to support services. In April 2016 the Café 
moved to the newly refurbished day therapy unit in the George Thomas 
Hospice Care Day Centre. 
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last days of life in Wales was phased out last year and has not been used since 
31 March 2016.  
 
 
 
 
 
 
 
 
 
 
Care decisions for the last days of life, developed by the palliative clinical 
implementation group with the support of the end of life care clinical lead from 
each health board and all consultants in palliative medicine in Wales, has 
replaced the all Wales integrated care priorities. This has been informed by a trial 
and responses to a consultation. 
 
Use of the care decisions for the last days of life will be monitored through the 
use of a structured case review audit sheet. The case review sheet is being 
completed and reviewed in the same way that variance sheets for the integrated 
care priorities were reviewed. 
 
In order to set a baseline against which progress can be measured a 
retrospective audit was undertaken early in 2016. The five priorities of care 
advocated by the NHS Leadership Alliance9 for the care of dying people were 
utilised as the standard against which documented care was audited. The audit 
outcomes provide a baseline against which to measure care of the dying patient 
following the introduction of the care decisions guidance. The expectation is that 
outcomes will improve, and that areas of weaker practice will be highlighted, 
allowing targeted training and education. Table one shows the average audit 
outcomes. We will use this baseline to measure the progress and impact of the 
care decisions guidance. 
 
 
 
 
 
 
 
 

                                                             
9
 https://www.gov.uk/government/.../One_chance_to_get_it_right.pdf 

 

Since March 2016, the all-Wales care decisions tool for the last days of life has 
been rolled out across Aneurin Bevan University Health Board. The health 
board developed an e-learning programme to support the education for the all 
Wales care decisions tool for the last days of life. The aim is for this to be 
available via NHS e-learning to enable all Wales access. They have also 
produced and provided access and training on the use of the advanced care 
plan tool through the All Wales palliative care website. 
 

https://www.gov.uk/government/.../One_chance_to_get_it_right.pdf
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Table 1:   Average audit outcomes 2016 – baseline for the introduction of 
the care decisions guidance 

Priority 
% 

achieved 
% not 

achieved 

The possibility that the person may die within the 
coming days and hours is recognised and 
communicated clearly, decisions about care are 
made in accordance with the person’s needs and 
wishes and these are reviewed and revised 
regularly. 

71 29 

Sensitive communication takes place between staff, 
the person who is dying and those important to 
them. 

73 27 

The dying person and those important to them are 
involved in discussions about treatment and care 

82 18 

The people important to the dying person are 
listened to and their needs are respected. 

79 21 

Care is tailored to the individual and delivered with 
compassion-with an individual care plan in place 

81 19 

 
 
 
 
 
  
George Thomas Hospice Care offers a bereavement service for children 
affected by the death of a parent or grandparent. They help prepare them for the 
death before it happens and support them to come to terms with their feelings 
afterwards. 
 
‘Child A’ attends the children’s bereavement group. With support she is learning 
to cope with her mum’s death. She says “Since coming to the group I no longer 

feel scared and I’ve learned to be happy.” 
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4.0 How well are we doing? 
 
It is important to ensure that people are well supported and cared for at the end 
of their life. Health boards in planning and delivering their palliative and end of life 
services will need to have an understanding of the needs of their population and 
ensure that sufficient services and support exist locally to meet these needs. As 
more people are living longer, there is a greater likelihood that people will die 
from chronic conditions. Health boards through their planning process will need 
to demonstrate how their services will respond to this changing demand. 
 
 

 

 

 

 
4.1 iWantGreatCare 

Patients and their families should feel well supported and informed, and able to 
cope with their illness. Feedback from patients, carers and families can highlight 
best practice or show where things could have been done better. For end of life 
care across Wales, experience of adult palliative/specialist palliative care is 
captured through iWantGreatCare which provides a transparent, real-time system 
to capture such feedback. 
 
iWantGreatCare user feedback programme commenced in adult palliative 
services in September 2009. Since then, over 10,000 reviews have been 
received and reported to the adult palliative care teams across Wales. 
 
Patients and / or family members are given the survey, which consists of ten 
questions and allows for additional free text. All feedback is included to assist in 
improving services and ensuring the best care is received. Information collated 
about services includes details on their efficiency and cleanliness; any delays or 
concerns, if the patient treated was with respect, listened to and had their needs 
met, and if they would recommend the service. 
 
During 2015-16, there were 1,580 reviews submitted about palliative care teams 
and end of life services across Wales. Figure 10 shows that 93% of these 
reviews were overwhelmingly positive, with 51.8% receiving perfect scores. This 
is in line with the previous year’s results. Performance at Hywel Dda University 
Health Board is excellent with 62.2% of the returns being perfect. 
 

Volunteers at the Hospice at Home service in Aberystwyth provide support to 
carers and complement local clinical services with local volunteers to support 
patients and carers faced with the challenges of dealing with life limiting illness. 
Since commencement of the service in October 2015 the Hospice at Home 
volunteers have provided 816 voluntary hours and 329 visits to families in the 
North Ceredigion  
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Source: iWantGreatCare 
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Patient and family feedback on advance care planning at Cwm Taf 
University Health Board 

 one resident and her family reported that following the ACP discussion they 
all felt reassured that all health professionals involved in her care were now 
aware of her wishes for end-of-life care 

 a male resident in a nursing home was observed to appear visibly relieved 
after being able to document his preferences and wishes. This led him to put 
other affairs in order, including completing a will 

 a 58 year old lady, living at home, with end stage respiratory disease 
described feeling relieved that she was able to voice and document her 
specific end-of-life wishes 

 a gentleman who is the primary carer for his wife, of 54 years, and who has 
cared for her throughout her dementia journey now feels supported that his 
wishes for her end-of-life care have been communicated to all those 
involved in her future care 

 an advance care planning conversation was recently facilitated with a lady 
with early dementia. She described her present quality of life as really good 
but wanted to be supported to plan ahead for a time when she lost mental 
capacity due to the progression of her disease. She stated: ‘When I become 
more unwell and I can no longer think for myself I do not want my life 
prolonged’ She was supported to discuss and document her wishes and 
preferences but it was also important for her to document specific 
treatments she wished to refuse when her disease had progressed and she 
had lost capacity. She described this experience as: “Having some control 
over what happens to me when I am unable to think for myself’ 

 a patient’s daughter stated: ‘Now this plan is in place everyone caring for 

her knows how important this would be to Mum and to us a family’. 
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4.2 Children and young people 
 
There are around 3,200 children in Wales with life-limiting conditions as defined 
by one or more of the ACT/RCPCH categories10. Each year 200 children die in 
Wales, 100 of whom have a life-limiting condition11.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
The overall goal of paediatric palliative care services in Wales is to deliver high 
quality, holistic care to the child and family throughout the child’s life and beyond, 
in whichever location of care and death they or their families choose. This 
includes: 
 

 timely discussions about arrangements at the end of life 

 good communication between community and inpatient units and between 
primary, secondary and tertiary care 

 adequate staffing levels 

 a structure that means families can access services as close as possible 
to their home at any time of day or night, knowing that those professionals 
in turn have access to tertiary specialist advice. 

  
The last 12 months have seen a number of important developments in paediatric 
palliative medicine in Wales. The End of Life Care Implementation Board has 
supported the development of local generic palliative care services for children at 
home in West Wales, through establishment of a ‘hospice at home’ programme. 
Collaboration with Tŷ Hafan Children’s hospice has resulted in the appointment 
of a third consultant in transitional and paediatric palliative medicine, expanding 

                                                             
10

 Fraser LK, Miller M, Hain R, Norman P, Aldridge J, McKinney PA, et al. Rising national prevalence of 

life-limiting conditions in children in England. Paediatrics. 2012;129(4):e923-929.  
11

 Hain R, Devins M, Hastings R, Noyes J. Paediatric palliative care: development and pilot study 
of a 'Directory' of life-limiting conditions. BMC Palliat Care. 2013;12(1):43. 

 

The All Wales emergency care plan for a child or young person provides a 
standard format for advance care planning with the child and their family. It is 
recognised by all members of the healthcare team and partners and ensures 
effective communication of their expressed wishes about their end-of-life care. 
Awareness of the need for end-of-life care planning, and training in how to 
complete and implement one with a child and their family, is now being 
provided to hospital and community staff.  
 
The paediatric palliative care team at Cwm Taf University Health Board offers 
support and individualised training to consultant colleagues and primary care 
teams when children and young people with limited life expectancy are 
identified on their caseload. 
 



 

32 

the tertiary all Wales service so that it is now possible to offer a 24-hour out-of-
hours’ telephone advice service. A post for an all Wales clinical lead in transition 
for palliative care has been created in Wales; this is the only post of its kind in the 
UK. Dr Megumi Baba was appointed to this post in June 2016. There is a plan to 
create a second post, based in Abertawe Bro Morgannwg University Health 
Board.  
 
Children and their families, through advance care planning, are asked where their 
preference to die is. Analysis of the responses for 2015-16 is shown in figure 11 
below: 

 

 
Source: Wales - Paediatric Palliative Medicine: Annual Report 2016 

It does appear that expressed preference is most likely to be achieved if cause of 
death is cancer or the expressed preference is for hospital.  
 

4.3 Transition  

Young people and their families report uncertainty and anxiety as adulthood 
approaches and they face the prospect of transition to adult services. Transition 
of young people with life-limited conditions from paediatric to adult services is 
complicated by their often complex health and social care needs and lack of 
equivalent services to meet these needs. Plans for day-to-day care, emergency 
care and end of life care will all change: it is a challenging time for the young 
person and parents. Until recently, there has been uncertainty as to who should 
take the lead in caring for some young people as the end of their life approaches, 
and this has sometimes led to suboptimal management. The all-Wales 
transitional paediatric palliative care post carries a 60% commitment to the 
design and delivery of transitional palliative care services across Wales. This has 
resulted in provision for an age appropriate palliative care presence at Teenage 
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Cancer Trust ward rounds and a referral pathway for teenagers and young adults 
that ensure end of life care arrangement is appropriate for the individual patient. 
The consistent approach to end of life care and streamlined transition process for 
young people with life-limiting conditions being developed by the new post holder 
will make a significant difference to such families.  
 

4.4 Adult services 

As explained earlier, good end of life care enables people to make choices about 
their care, and live in as much comfort as possible until they die. It supports 
people to die well and be cared for with dignity, and provides support that meets 
the needs of both the person who is dying and their family and carers. It is 
important then that unnecessary hospital admissions are avoided. In 2015-16, 
63.5% of people dying within three days of an emergency admission were aged 
75 and over. This is a small improvement from 2014-15 when it was 64.1%. 
Figure 12 shows that most people who die within three days of emergency 
admission are aged 85 and over. This is consistent with previous years. Health 
boards need to understand what proportion of these were in receipt of palliative 
care support so that we can determine whether the admission could have been 
avoided; and whether the patient could have been made comfortable and 
supported to die in the place of their choice. This analysis includes patients who 
would not be considered to be at the end of their life, including amongst others, 
heart attacks and road traffic accidents as well as patients admitted with acute 
medical problems. 
 

 

Source: Patient Episode Data Wales  
 

99 

430 

593 

905 
943 

78 

398 

537 

905 897 

94 

405 

577 

903 

1,025 

110 

367 

572 

889 
941 

0

200

400

600

800

1,000

1,200

0-44 45-64 65-74 75-84 85 and over

N
u

m
b

e
rs

 

Figure 12:  Number of deaths within 3 days of an 
 emergency admission  
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It is important that individuals have access to good quality care at the end of their 
lives and for many this may involve hospital admissions to ensure their condition 
is stabilised and they are comfortable. Too many people spend too long in 
hospital before they die. Systems and processes need to be in place to ensure 
that when the patient is stabilised they can return home with the right care and 
support in place.  

Many people in their last year of life can expect to be admitted to hospital. In 
2015-16, there were 64,752 admissions of people in their last year of life. On 
average a person was admitted to hospital twice (range: 1.35-4.38; mean 2.08 
admissions) in the 12 months prior to death. 
 
In 2015-16, emergency admissions in the last year of life accounted for 848,578 
bed days, a fall of 34,651 (3.9%) bed days since 2012-13. During the same 
period 891,382 bed days (planned and emergency) were used by people within 
the last year of their life, a 6% reduction from 2012-13.  
 

 
Source: NHS Wales Informatics Service 

 
There are variations in the both the number of admissions and the number of bed 
days by cause of death. Looking at the average number of admissions, people in 
the last year of their life who died from cancer had a higher average number of 
admissions per person than those people dying from other causes of death with a 
mean of 3.06 admissions per person. Of cancers, people with lymphoid 
malignancies had the highest number of admissions in the last 12 months of life. 
 
People with a non-cancer diagnosis, the mean number of admissions per person 
was lower, at 1.7. Those who died from dementia (1.35 admissions per person) 
and disease of the circulatory system (1.54 admissions per person) had fewer 
admissions than those who died from lower respiratory diseases such as chronic 
obstructive pulmonary disease. 
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Figure 13:  Total  bed days during the last year of life. 

All admissions Emergency admissions
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Source: NHS Wales Informatics Service 

During 2015-16, people in the last year of their lives occupied a mean of 28.7 
hospital bed days. People who died from cancer accounted for 247,022 bed days 
in the last year of their life, a mean of 27.7 days per person.  
  
Of people with a non-cancer diagnosis, the average number of bed days during 
2015-16 was slightly higher than those with cancer (mean 29.1 bed days per 
person). Those who died from dementia in 2015-16 occupied on average 37.5 
hospital bed days in the final year of their life. As the average number of 
admissions for this group is low at 1.35 (as shown in figure 12), this indicates that 
people with dementia spend longer spells than other patients in a hospital bed in 
the last 12 months of their life, following a hospital admission. 
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Figure 14:  Average number of admissions, in the  
 12 months prior to death by cause of death, 
 2015-16 

The Marie Curie dementia service was established across Hywel Dda 
University Health Board. in 2014 to improve care for patients with end stage 
dementia and their families The service is delivered by senior nurses who 
have a wealth of experience in both palliative care and mental health nursing. 
The service aims to keep people in their chosen place of care ensuring that 
they have their physical, psychological and emotional needs addressed 
through close working with other professionals such as clinical nurse 
specialists, community nurses, social workers and GPs. The team also 
ensures that patients have access to services that can provide specialist 
advice, support and care, through either statutory services or third sector 
organisations. The team offers support and advice to other care professionals 
in order to support the delivery of care to patients with dementia at end of life.  
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Source: NHS Wales Informatics Service 
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Figure 15:  Average number of bed days in the 12 months 
 prior to death by cause of death, 2015-16 

The virtual ward model was rolled out across Powys teaching Health Board 
in 2015. The community resource team target the frailest patients and those 
at risk of admission through the implementation of a “virtual ward” for each 
practice based patient population. The community resource team 
(therapists, nurses, social workers and GPs) discuss those patients on a 
daily basis in order to be able to respond pro-actively to changing needs. 
Patients at end of life are admitted onto the “virtual ward' and this has 
improved the timely, proactive multi-disciplinary management of these 
patients.  
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5.0 Working together to deliver end of life 
and palliative care 

 
Individuals with end of life care needs require care in a variety of settings - home, 
hospices, nursing homes, hospitals, specialist centres. These services have to be 
delivered across a wide range of providers and partnerships - throughout the 
NHS - in our GP surgeries, NHS hospitals, hospices, local authorities and the 
voluntary sector make towards achieving excellence in care.  

Wales has the support of the following adult voluntary hospices and children’s 
hospices: 
 
Adult Voluntary Hospices 
St Anne’s Hospice Newport 
St David’s Hospice Care Gwent and Powys  
St David’s Hospice Llandudno  
St Kentigern’s Hospice St Asaph 
George Thomas Hospice Care Cardiff 
Gwynedd Hospice at Home 
Marie Curie Hospice, Cardiff and the Vale 
Hospice of the Valleys Blaenau Gwent 
Nightingale House Hospice Wrexham 
Paul Sartori Foundation Pembrokeshire 
Severn Hospice Shrewsbury (providing services to Powys residents) 
Shalom House Hospice Pembrokeshire 
 
Children’s Hospices 
Ty Hafan Penarth  
Ty Gobaith Conwy  
Hope House Oswestry 
 
Health boards need to work closely with local authorities to ensure there are 
sufficient spaces in residential and nursing homes to respond to future demands 
and that the residential and nursing homes are appropriately supported by 
specialist palliative care services. 
 
The number of residential homes has fallen by 47 since March 2011 and the 
number of nursing homes has fallen by 19 (figure 16). This has resulted in the 
loss of 991 residential and care home profiles. When faced with an ageing and 
increasingly frail population, it is clear that there is a need to increase the 
capacity within this sector. There is also a need to develop suitable respite 
accommodation for young adults, whose nursing needs are generally very high, 
and for whom there are currently scarce options for appropriate nursing home 
type care, to meet their developmental and care needs. 
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Source: Care and Social Services Inspectorate Wales (CSSIW) 
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Figure 16: Residential and nursing homes in Wales 

Residential Nursing

A programme of educational support has been targeted at care home staff 
within Cardiff and Vale University Health Board region, in order to help them 
build on their end-of-life care knowledge and skills. All the health board care 
home clinical leads have been funded to complete the Cardiff University end-of-
life degree module, by distance learning. In 2015-16 the health board supported 
18 lead professionals through the course, with the aim of further developing 
leadership around end-of-life care in care homes. Below are some examples of 
the evaluation comments from participants: 
 
“I’m better at talking to families about difficult things....even that their relative is 
dying”  

 
“I have leant lots and have already used some of my knowledge” 

 
“I am just more confident around people who are dying – I’m not so afraid 

 
“I now challenge GPs...I get them to prescribe medicines in advance ‘just in 
case” 
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Respite is an essential part of life for people and their families. This is especially 
true for young people as their care needs are very high, and they often need 24/7 
care, which is often supplied - in part at least - by family. Respite facilities can be 
difficult to find. In 2014-15 over 163,118 nights of respite care were received by 
adults (figure 19). This is a reduction of 6% since 2011-12. This reduction is due 
to a reduction in provision of respite care from local authority care homes of over 
13,700 nights. 
 

 
Source: StatsWales 

5.1 Byw Nawr  

Byw Nawr was established in 2014 as a partnership to generate a national 
conversation about how we can live well, yet making preparations in advance for 
the end of life. The partnership promotes ‘a healthy realistic approach to dying, 
adopting healthy lifestyles, while being informed and supported to make 
arrangements in advance for the end of life.’  
 
The Partnership is a broad based and inclusive community of all those who have 
an interest in raising public awareness for the need to plan for the end of life. It 
aims to engage individuals and organisations in Wales, across a range of sectors 
by generating, leading and supporting collective action to promote public 
awareness and debate with targeted audiences on issues of death, dying and 
bereavement.  
 
Byw Nawr works in association with the Dying Matters Coalition in England and 
the ‘Good Life Good Death Good Grief’ partnership in Scotland.  
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Figure 17:  Nights of respite care provided: 

 Independent sector care homes under contract, receiving nursing care

Independent sector care homes under contract

Local authority care homes
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The aim is to ensure Welsh society plans and prepares for both ‘living and dying 
well’. The partnership will promote a simple five step approach, encouraging 
people in Wales to: 

 make a will  

 tell their loved ones their wishes  

 register as an organ donor  

 record their funeral wishes 

 plan their future care and support. 
 
The partnership is undertaking activities in the following areas: 
 

 communications: work to address low levels of awareness and enable people 
to feel more comfortable talking about these issues 

 policy: work to integrate these issues into other areas of local, regional and 
national public policy 

 engaging with key professions and organisations to provide opportunities and 
support to discuss these issues (including legal services, financial services, 
funeral services, citizens’ advice, employers, businesses, the arts and cultural 
organisations) 

 health and social care education: encouraging the provision of appropriate 
training to give those working in health and social care skills and confidence 
to discuss these issues 

 health and social care culture: promote a culture where staff and volunteers 
dealing with death and dying in health and social care settings can reflect on 
their feelings and attitudes towards death and dying  

 young people: engaging with educational establishments to help young 
people develop the attributes, capabilities and capacities to enable them to be 
comfortable and confident in talking about and dealing with these issues and 
see death as a normal part of life. 

 

 

 

 

 

5.2 End of Life Care Implementation Board 

End of life and palliative care in Wales is overseen by a NHS Wales led End of 
Life Care Implementation Board which includes representation from health 
boards, the third sector, and Welsh Government. There is active participation in 
each meeting from a patient/carer representative, including participation in audits 
and engagement in various meetings and events. 

The palliative care team at Hywel Dda University Health Board is working 
alongside the Byw Nawr organisation. A “Byw Nawr” pop-up café was held in 
Aberystwyth on the 9 May 2016 as part of Dying Matters Week. This event 
was held to encourage people to think about death and dying, and to plan 

appropriately.  
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6.0 Research 

 
An evidence-based approach to care is the best way to develop new methods of 
care. The NHS needs to respond to the latest research in the planning and 
delivery of its services. 
 
During 2015-16, a total of 132 patients were recruited into health and care 
research Wales palliative care portfolio studies as highlighted in figure 18. 

 

 

Source: Health and Care Research Wales 
 
Palliative and supportive care research is a key work stream within the Wales 
Cancer Research Centre and is led from the Marie Curie Palliative Care 
Research Centre based in Cardiff. 
 
The palliative and supportive care work stream is committed to develop and 
undertake well designed research which will directly improve the care and 
experience of patients, in the advanced stages of their illness, and their carers. 
 
This work-stream will further the development of the palliative and supportive 
care research portfolio in Wales by focusing on: 
 

 patient/carer rather than disease focused outcomes 

 multidisciplinary team research across all care settings 

 establishing a repository of existing research evidence 

 engaging with clinical teams and policy makers to place findings straight to 
practice 
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Figure 18:  Patients recruitment into Health and Care 
 Research Wales palliative care studies 
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 dissemination by traditional routes and by using social media 

 ongoing development of high quality, sustainable and appropriately evaluated 
public and patient engagement. 

 

Cardiff and Vale University Health Board have developed a funded plan for 
protected research time for clinical nurse specialists in secondary care and 
have organised research-specific training for multi-professional staff. The heath 
board has developed an “App” to support research governance in hospices. In 
conjunction with Marie Curie Palliative Care Research Centre the health board 
is providing mentorship and supervision for five Cardiff based clinicians 
(medical, nursing, physiotherapy) to undertake the MSc in Palliative Medicine. 
Areas being researched include management of malignant upper GI bleeds; 
rehabilitation following malignant spinal cord compression; experiences of A&E 
staff in managing patients with palliative care needs. 
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7.0 Conclusion 

Our annual report shows the impact of investment in specialist palliative care 
services in providing patient focused effective care. 
 
The development of services has been consistent with the principles of prudent 
healthcare and also in line with the principles of the Mental Capacity Act and the 
policy direction of Welsh Government including the Health and Well-being Act.  
 
Further developments will need to ensure that carers are provided with further 
support so they are able to contribute as fully as possible at the end of life. 
 
Public conversations and projects through Byw Nawr will promote awareness of 
the need for us all to plan for the inevitability of death, and to help people to live 
as well as possible for as long as possible.  
 
The End of Life Care Implementation Board has reviewed progress made over 

the last year and identified key areas where focus across Wales needs to be 

maintained over the forthcoming year. Change through empowerment and 

education will be the key priority:  

 

 Empowering patients and their families to express their needs and 

preferences, and to seek the help and support they need. This includes 

promoting the principles within the Byw Nawr programme 

 Equipping and supporting others to deliver care, and helping staff have the 

confidence to open up ‘Serious Illness Conversations’ early in a disease 

trajectory 

 Work to understand barriers and improve access for all, recognising equality 

and diversity 

 We will consider how we can better engage with patients and gain an insight 

into their experience, both nationally and locally, to ensure services are 

genuinely co-produced with structured and broad input. We will develop 

outcome measures that more accurately reflect the patient and their families’ 

experience of care  

 Working with and supporting patients to prepare those important to them, 

including children, for the effects of their illness, its possible course and for 

bereavement 

 Using research and audit to effect change and enable Palliative Care in 

Wales to be at the forefront internationally.   

 
The End of Life Care Implementation Board is in the process of refreshing its 
delivery plan to provide a focus for the next four years which builds on the work 
undertaken to date. 
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The challenges ahead are many and significant but we can look to the future with 
a sense of shared direction and confidence. NHS Wales cannot do this on its 
own and we will continue to develop the co-production of services and will work 
closely with local authority, the third sector and voluntary sector to ensure 
services are improved for everyone. We must keep this momentum going in 
order to deliver sustainable improvements.  

 


