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 End of life care planning documentation has been completed, and will be 
rolled out across Wales in the next few months.  Dissemination remains an 
issue until adequate administrative support is in place. 

 An end of life ‘just in case box’ for children has been designed and agreed 
on an all-Wales basis. 

 Considerable progress has been made with respect to an all-Wales 
approach to transitioning children to adult palliative care. 

 

Transition  

Moving from children to adult services is a daunting experience for young people 

with life-limiting conditions.  They are usually under a number of healthcare 

services at community, secondary and tertiary level, many of whom they will have 

had a relationship with over many years, and these will all change as they reach 

18 years. Plans for day-to-day care, emergency care and end of life care will also 

all change: it’s a challenging time.  

Services and processes to meet these challenges are in their infancy and a big 

push is required to improve the situation for these young people.  

How are things improving for young adults with life limiting conditions? 

There are a number of developments in place to improve services for young 

adults. These include: 

 Up-skilling professionals - a UK wide training programme for adult 

providers unfamiliar with this complex population has been researched, 

designed and run in Cardiff over the last year and will be re-run across the 

UK over the next 3 years. 

 Providing shadowing experience for Welsh palliative care specialist 

palliative registrars.to introduce them to this branch of medicine. 

 Improving communication - a care transfer document has been created 

and rolled out across Wales and the UK to facilitate communication when 

complex young patients meet new teams. 

 Emergency care plans for young adults - following the success of the all 

Wales ECP for children, a similarly comprehensive document for the use 

of young adults (with and without capacity) will be rolled out across Wales. 

 Using technology - developing a ‘virtual’ clinic for young adults using the 

internet. 

 New fund for equipment - the Welsh Government has opened a fund for 

specialist equipment for this group of patients to support the purchase of 

equipment such as cough assists. 
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4.2 Detecting and identifying patients early  

 

To ensure care planning is well co-ordinated and a person’s individual needs are 

assessed and met, it is important to identify patients with changing care needs 

towards their end of life at an early stage and ensure that services are in place to 

support these needs.  

 

Figure five highlighted that despite recent improvements there is still some way to 

go before we are confident that the majority of those in need of palliative care are 

identified and supported. Work is on-going across Wales to ensure that this 

improves. 

 

 

 

 

 

 

 

 

 

 

 

 

Assurance measure five: increase the number of patients referred to 

specialist palliative care, who have had a centrally recorded completed 

assessment. 

 

There has been significant work undertaken across Wales between health 

boards, primary care contractors and third sector organisations to jointly support 

local specialist palliative care teams. These teams proactively manage care for 

those patients identified, which should result in a reduction in inappropriate 

admissions to hospital. 

 

In 2012, there were over 15,500 referrals to specialist palliative care teams 

across Wales. Of these only just under 14% are recorded on CaNISC as having 

a complete assessment within 3 months. This is in part due to difficulties with 

access to CaNISC for those teams outside the main cancer centres, particularly 

in the community. 

 

Increasing the number of patients on a palliative care register 

Hywel Dda University Health Board undertook a survey of GPs and 

identified that although each practice had a palliative care register, the 

numbers of patients on these were lower than expected, with only a small 

proportion having a non-cancer diagnosis. GP facilitators in the health 

board have been working with practices to encourage active use of the 

register. This has resulted in a 30% increase in the number of patients 

registered from 2011-12. 
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Source: 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. Assessments 

are undertaken and recorded, but full assessments are not always being 

recorded on the system, although they will have been documented in other 

patient records. This may be due to the following factors: 

 

 Not all team members being trained in the use of the cancer information 

system;  

 Some team members do not have easy access to IT; and 

 Poor IT connectivity. 

 

Health boards are expected to demonstrate an improvement in this area in the 

next 12 months. 
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Improving access to palliative care services for minority ethnic (BAME) 

communities in Cardiff: 

The project to improve links with BAME communities was set up by Marie Curie 

Cancer Care and initially targeted the city areas of Riverside, Grangetown and 

Butetown. The aims of the project were to improve connections with BAME 

community leaders and community based agencies (including GP practices) and 

improve access to hard to reach groups. 

The project has made contact with 91 community based agencies including GPs 

made direct links with 471 staff members, 34 stakeholder agencies and 139 of 

their staff. There has been an increased support for BAME people with life-

limiting illnesses and their families resulting in a 37% increase in numbers of 

people reported to be using Marie Curie Care services. 
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4.3 Delivering fast, effective care 

 

Individuals with end of life care needs require care in a variety of settings - home, 

hospices, nursing homes, hospitals, specialist centres. It is important the services 

should be co-ordinated around the needs of the patients and be available at all 

times.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Communication between all of the services needs to be good to make sure the 

patient can be moved, if needed between settings. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

7-day working 
 
In 2009, funding was agreed to implement a national programme of 7-day 
working by palliative care clinical nurse specialists as part of the strategy to 
develop pan-Wales end-of-life care services.  Prior to the introduction of 
7-day working, clinical nurse specialists in palliative care were generally 
unavailable over weekends and bank holidays. Inability to refer to palliative 
care during these hours resulted in unsupported generic staff and 
consequently poorer patient care.  
 
The introduction of 7-day services has seen an improvement in access to 
care at weekends and support for general staff (example attached), reducing 
admissions from the community and preventing admissions from accident 
and emergency units and supporting rapid discharge home to die at 
weekends. The services are further supported by 24/7 advice from 
consultants in palliative medicine. 

All Wales clinical lead for transition in palliative care 

Dr Victoria Lidstone, the all-Wales clinical lead for transition in palliative care is 

the holder of the only post of its kind in the UK, and is funded by the One Wales 

palliative care funding. Dr Lidstone is responsible for starting many new 

initiatives to support these patients and their families. Example of this are: 

Virtual clinics for patients who are too unwell to travel, too far away or for 

whom the cold weather in winter prevents hospital attendance. The clinics 

are running using the internet and Webex, supported by Cardiff and Vale 

University Health Board. Non attendance rates are high in this group of 

patients and it is hoped that this initiative will improve this. 100% of patients 

approached to date have engaged and feed back is good. 

A ‘virtual’ transition multi disciplinary team is being piloted through the 

internet and Webex, to allow professionals in distant regions to ‘meet’ 

regularly for peer advice and clinical support. 
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Putting the patient at the heart of care planning is central to the expectations 

within the “Together for Health – Delivering End of Life Care” delivery plan. 

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. 

 

Assurance measure six: patient experience  

 

iWantGreatCare user feedback programme commenced in adult palliative 

services in September 2009. Since then, over 8,000 reviews have been received 

and reported to the 68 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, was the patient treated with respect, listened to and have their needs 

met, and if they would recommend the service. 

 

During 2013, there were 1,834 reviews submitted about palliative care teams and 

end of life services across Wales. Figure 12 shows that 94.2% of these reviews 

were overwhelmingly positive, with 22.6% receiving perfect scores. The average 

score across Wales was 9.56 out of 10. 

 

 

94% 

4% 

2% 

Figure 12: iWantGreatCare - 2013 
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In May 2014, a revised set of questions was introduced, which will provide more 

information that can be reported in the next annual report and used to improve 

care. 

 

Assurance measure seven: assessments for palliative urgent care referrals 

 

In 2012-13, there were over 15,000 specialist palliative care referrals. Of these 

almost 40% were urgent referrals for uncontrollable symptoms. It is critical that 

these urgent referrals are assessed very quickly – ideally within 2 days. Just over 

80% of urgent referrals in 2012-13 (figure 13) were assessed within the 2 days. 

We would expect this to increase in the coming years. 

 

 
 

Source: CaNISC 

 

The percentage of referrals categorised as “urgent” varied across health boards 

from 4% to 60%. This suggests either wide variation in the timing of referrals in 

different health boards, or an inconsistency in classifying the referral as urgent 

(either by the referrer or by the person entering the data on CaNISC). This wide 

variation makes interpretation of the data, and comparison between health 

boards, difficult. 

 

Surprisingly, there is no correlation between the percentage of urgent referrals 

and the percentage seen within 2 days; the 2 health boards with the lowest and 
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highest percentage of urgent referrals (4% and 60%) both saw more than 80% of 

these referrals within 48 hours, whereas one health board with only 18% of 

referrals reported as urgent only saw 35% of them within 2 days. 

 

CaNISC allows for the recording of a reason why “urgent” referrals are not seen 

within 48 hours; across Wales, 68% did not have a reason recorded. Of those 

who did have a reason recorded, the most common reason was “patient choice”. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Voluntary hospices  

While each health board in Wales has specialist palliative care teams in place, 

much of the work, providing inpatient hospice and hospice-at-home care could 

not be achieved without the support of voluntary sector hospices who provide 

care and support over and above core provision to patients and their families with 

end-of-life care needs. Many health boards rely on voluntary hospices for 

dedicated specialist beds and home care. Over the last five years, these services 

have taken on a greater role; increasingly providing care to patients with illnesses 

other than cancer, developing specialist skills to support patients with complex 

needs, improving access to respite beds and responding to urgent referrals at 

weekends and out of hours.  

 

Hospice at home and community home care teams tell us that when patients are 

referred to them, they are able to support them in a home death if that is their 

choice. We know from the research undertaken by the Nuffield Trust (2012)7 that 

people who received Marie Curie nursing service care were much more likely to 
                                                             
7 http://www.nuffieldtrust.org.uk/publications/marie-curie-nursing 

 

Access to palliative care medication  

‘Just In Case’ boxes have been made available across Cwm Taf to 

ensure access to medication when needed for palliative care patients 

in the community. To date, 7 boxes have been issued.  A wider range 

of palliative care medications is now being held by 12 community 

pharmacies across the area.  A controlled drugs safe has also been 

installed at the acute hospitals to ensure access to medication out of 

hours. Liaison is ongoing with the paediatric service to ensure timely 

access to medication for children and young people. 

 

http://www.nuffieldtrust.org.uk/publications/marie-curie-nursing
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die at home, less likely to require hospital care and incurred significantly lower 

hospital costs.   This suggests that our community hospice-at-home services 

throughout Wales, would offer similar benefits. While we know the value health 

boards and patients place on these services, we need validated evidence to 

demonstrate these community services enable more patients to die at home.   In 

future annual reports we expect to be able to provide evidence to that effect.  
 

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 

Holme Tower Marie Curie Hospice Penarth  

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 and Hope House Oswestry 

 

 

Children and young people 

The neuromuscular network identified that there are significant gaps in 

equipment provision for children and young people, and in particular for those 

patients that are life-limited. This includes medical equipment such as cough 

assists, which help to keep patients out of hospital, and specialist seating for 

patients that are bed bound which significantly improves quality of life.  The 

Welsh Government has agreed to contribute towards the provision of the 

necessary equipment.  This work is on-going. 

Physiotherapy is an essential part of maintaining health, preventing admission 

and preventing serious contractures, but access is difficult and inequitable across 

Wales. Through the delivery of appropriate and timely physiotherapy, the All 

Wales physiotherapy for transition in palliative care Sarah Clements, is reducing 

long-term complications of complex physical conditions – such as contractures, 

maintaining respiratory health and often preventing admission through timely 

intervention. This service will be developed further in the coming year. 
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4.4 Reducing the distress of terminal illness for the patient and their 

family  

 

Patients and their families need realistic choices for care together with 

assurances they will be fulfilled. The access to appropriate support must be the 

same wherever they choose to die. 

 

Good care will promote:  

 

 appropriate interventions when conditions are likely to respond to treatment; 

 choice in place of care during a person’s final illness;  

 good support to those bereaved; and 

 confidence amongst the public that their needs will be addressed at the end of 

their lives. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Welsh Integrated Care Priorities  

 

The Welsh Integrated Care Priorities (WICP) guidance for care in the last days of 

life was introduced across Wales in 2000 and has been updated and revised 

several times as well as being subject to formal annual review. It is used in adult 

hospices, hospitals, specialist in-patient units, nursing homes and community 

care throughout Wales.  

  

It aims to improve the care of a dying patient and differs from a care plan by 

having an in-built quality assurance and audit mechanism known as variance 

Access to telephone advice 

Two advice lines are now co-ordinated by St David’s Hospice. One is the 

advice line for patients, relatives, carers and health and social care 

professionals based in North East Wales. This is led by the in-patient unit 

nursing team with the support of the hospice medical on-call team. On 

average 23 calls per month are received with peaks in activity over public 

holiday periods. 

The hospice is also the first point of call for the North Wales palliative care 

consultant advice line. This line averages just over 4 calls per month but is 

accessible to health and social care professionals throughout the Betsi 

Cadwaladr University Health Board catchment area. 
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reporting. Any change to the care of a patient from what is expected is recorded 

on a variance sheet. For example, if the goal of care is that the patient is “pain-

free” then analgesia is administered to this end.  If the patient experiences pain 

despite the administered medication and requires additional analgesia to control 

pain then a variance has occurred, this is recorded and reported with detail on 

the action taken and outcome observed, within the ICP. This then serves as an 

in-built quality assurance and audit mechanism.   

 

Over the last few years, there has been considerable adverse press coverage of 

the Liverpool Care Pathway (LCP) in England.  Although the LCP and WICP 

originate from the same evidence base, they have been developed and 

implemented differently.  The WICP is closely monitored and feedback is 

regularly given to sites using the pathway.   

 

The recommendation of the Neuberger review of the LCP was to replace the LCP 

with a more appropriate pathway in England. This recommendation has 

prompted much debate and a series of focused reviews amongst healthcare 

professionals in Wales reflecting on the value of the WICP to guide care in the 

last days of life.  

 

The All-Wales Palliative Care Conference at Gregynog in 2013 was utilised to 

assess the reactions of healthcare professionals to the outcomes of the 

Neuberger review.  Delegates at the conference recommended that the WICP be 

retained in Wales. This is because the WCIP offers structure and guidance for 

healthcare professionals which empowers them to deliver good quality care for 

patients and their families in the last days of life.  

 

Assurance measure eight: WICP 2014 audit and variance returns 

 

Since the start of the WCIP, the centralised collection, analysis and feedback of 

variance sheets have registered over 30,300 entries.  Each entry represents one 

patient receiving end of life care through the WICP in a variety of care settings, 

hospice, community, hospital, specialist in-patient units and nursing homes 

throughout Wales. The WCIP now contains a well-established and robust system 

of monitoring care which supports healthcare professionals and informs the 

clinical agenda.   

 

There has been an increase in the return of variance sheets for analysis from 

2010 (figure 14). 
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Source: WICP Annual Report 2014 

 

 

 

 

 

 

 

Respite  

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 

however are difficult to find, so the transition action group investigated further and 

contacted all the Health Boards, private and voluntary providers to see what was 

available for young people who need high levels of nursing support day to day. 

The results revealed that we are short of facilities in Wales and that most 

providers and commissioning services are not aware and do not understand the 

needs of this group. We would expect this to improve in future years 
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Figure 14: Number of variance forms returned 
2010 - 2013 

Patient information manual 

Palliative medicine consultants at Velindre Cancer Centre have developed 

and evaluated the opioid patient information manual with the aim of 

improving symptom management by addressing patients’ fears / concerns 

and by providing information.  The evaluation demonstrated a measurable 

improvement in patient awareness and understanding about opioids.  
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Dying Matters - Byw Nawr 

Dying Matters - Byw Nawr was launched in Wales in May 2014. It aims to 

encourage open and honest conversations about planning and preparing for the 

end of life. According to research released for Dying Matters Awareness Week, 

people in Wales are less likely to have written any sort of advance care plan than 

anywhere else in Britain. Only 2% of the Welsh public have expressed their 

preferences for future care in writing, should there come a time when they are 

unable to make decisions for themselves. 85% of the Welsh public believe that 

people in Britain are uncomfortable discussing dying and death. 
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5.0 Improving information 

Information is very important to help patients, carers and professionals within the 

NHS for many reasons. In relation to end of life care, good quality, accurate 

information will support: 

 

 Patients when making decisions about their care and treatment. 

 Health professionals when making decisions about the clinical 

management of their patients. 

 Service planners when considering the health needs of their local 

population and how well the NHS is operating. 

 The public, the NHS, the third sector and Welsh Government in 

understanding the outcomes from good end of life care. 

 

 

 

 

 

 

 

 

 

 

 

 

 

Transition 

It is essential that there is effective information flows for those young people 

moving from children to adult services. To improve information flows and patient 

care a shadowing programme has been set up for the specialist palliative 

registrars in adult palliative medicine. This will up skill them in the field of young 

adult palliative care. Several have completed the programme and feedback is 

very positive. Alongside this a training programme for professionals unfamiliar 

with the needs of this group of patients has been designed, set up. It has nearly 

run its first year (5/6 days completed) and the feed back is excellent. 

A Twitter feed (@route66projects) has been set up to spread information about 

events and news for young people, their families and professional working with 

them. It has over 400 followers. 

A move towards electronic documentation 

The palliative care team at Velindre Cancer Centre completes the full 

admission on the CANISC Welsh cancer information system and then 

prints the assessment, patients’ knowledge of their diagnosis, prognosis or 

exploration of how much information they want, alerts, advance care 

planning and plan of care and insert these into the patient’s paper notes. 

Therefore the same full assessment appears both on CANISC and in the 

patients’ notes. This is a step towards full electronic documentation that 

enables the health board to provide the same information to on call teams 

in the community and other hospitals electronically while also providing the 

same information to ward staff who still currently rely on paper notes. 
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6.0 Targeting research 

 

Research is critical in providing evidence-based care. The NHS must respond to 

the latest research in the planning and delivery of its services. The Marie Curie 

Palliative Care Research Centre in Wales is playing a vital role in developing a 

nationally recognised End of Life Research programme in Wales. The research 

programme has four themes: 

Patient experience – exploring exactly what patients and carers think of the 
treatments that we are researching, and also what they think of being a part of 
the research. 

Rehabilitation (restoring function) and cachexia (weight loss) – considering 
how best to help patients keep as much physical function and independence as 
they can, for as long as they can. 

Thrombosis (blood clots) – finding new ways of finding out how important this 

problem is in palliative care and what may help. 

End of life methodologies – looking for new ways to undertake difficult to do 
research, for instance, in the last days and hours of life when a patient may be 
too ill to consent to take part. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Research governance toolkit 

A research governance toolkit for hospices can be accessed online at: 

www.nischr-cancerrrg.org/research/. It is aimed at minimising workload for 

hospices in hosting research and making information on research processes 

accessible and understandable to everyone: from trustees, to hospice 

managers to clinical staff.  

 

http://www.nischr-cancerrrg.org/research/
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7.0 Conclusion: Looking ahead to 2014-15 and beyond 

 

Providing high quality care for those at the end of life, as well as their families, is 

of key importance to ensure the dignity for the patients. It is encouraging to note 

that there is excellent joint working taking place across Wales between specialist 

palliative care teams, NHS organisations and third sector partners. This is a 

tribute to all those involved in the planning and delivery of this important area.  

We have now established firm foundations for further positive development.  

 

The “Together for Health – the End of Life Care Delivery Plan” gives us a strong 

sense of strategic direction. We have now for the first time produced some key 

performance indicators that will allow us to track our developments on our 

journey to achieve our vision. 

 

There are many challenges ahead but we can look to the future with a sense of 

shared direction and confidence. 

 

There remain a number of challenges and key areas of focus for the next 

12 months. This annual report has highlighted some important priorities that must 

be addressed at a national level over the next 12 months. These include: 

 

 Encouraging more people to make a will and share their final wishes with 

family and friends. 

 Supporting GPs to ensure that patients are being identified earlier as 

being in their last year of life, and can therefore receive support from 

primary care teams. 

 Ensuring that systems are in place that supports more people to be cared 

for and to die in the place of their choice. 

 Ongoing implementation of the Welsh integrated care priorities guidance. 

 Further development of iWantGreatCare in Wales. 

 

In next year’s annual report we will look at how we have made progress on these 

and other issues in the intervening year. 
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Annex 1: Health board performance  

 

 

 
 

 

 
 

 

0

500

1000

1500

2000

2500

2009-10 2010-11 2011-12 2012-13

Figure 15: Number of patients recorded on a primary care palliative 
care register 2009-10 to 2012-13 
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Figure 16: Numbers of emergency admissions (multiple) for 
patients who have had contact with a specialist palliative care team 
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Figure 17: Estimated population percentage requiring  
palliative care 2008-10 
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Figure 18: Number of deaths within 3 days of an emergency 
admission 2012-13 
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Figure 19: Numbers of Nursing and Residential Homes  
by health board 2010-2014 
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Figure 20: Numbers of Welsh Integrated Care Priorities (WICP) 
variance sheet returns across Wales 2010-2014 
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