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HYWEL DDA HEALTH BOARD 
TOGETHER FOR HEALTH – DELIVERING END OF LIFE CARE 

 
1. BACKGROUND AND CONTEXT 
 
“Together for Health – End of Life Delivery Plan” was published in 2013 and 
provides a framework for action by Local Health Boards and NHS Trusts 
working together with their partners.  It sets out the Welsh Government’s 
expectations of the NHS in Wales in delivering high quality end of life care, 
regardless of diagnosis, circumstance or place of residence in Wales.  The 
Plan sets out clear ways in which the voice of the individual, supported by 
those closer to them, is heard and respected at the centre of the services they 
need. It sets out:  
 

• Delivery aspirations we expect  

• Specific priorities for 2013-2016  

• Responsibility to develop and deliver actions  

• Population outcome indicators and NHS performance measures  
 

The vision: 
 
For our population we want:  

• People in Wales to have a healthy, realistic approach to dying, planning 
appropriately for the event  

• People dying in Wales to have access to high quality care wherever they 
live and die whatever their underlying disease or disability, devoid of any 
prejudice in relation to their personal situation  

 
We will use the following indicators to measure success:  
 

• % of people dying in place of preference  

• % of people with palliative needs on a primary care practice Palliative Care 
Register six months prior to death  

• % of people who die in usual place of care  

• % of people in Wales who die intestate  
 
 
The Drivers: 
 
There are clear reasons for end of life care remaining a top priority in Wales. 
Everybody is affected by the death of a family member or friend who has gone 
through a final phase of illness. Not only do people need rapid assessment 
and the best possible treatment, they also need ongoing support and 
information about choices when treatment may no longer be effective. The 
NHS must be able to explain clearly the options and their implications to an 
individual and their family at the end of life. The NHS in Wales must be 
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committed to taking the lead, working with its partners, to delivering this at 
every stage of the patient journey. 
 
What do we want to achieve? 
 
The Delivery Plan sets out action to improve outcomes in the following key 
areas between now and 2016: 
 

1. Supporting living and dying well; informing and supporting patients to 
make arrangements in advance for the end of life 

2. Detecting and identifying patients early; people with palliative care 
needs are identified early to enable the best care to be planned in 
advance 

3. Delivering fast, effective care - People receive fast, effective person 
centred care in order to maintain quality of life for as long as possible 

4. Reducing the distress of terminal illness for patients and their families; 
patients entering the terminal phase of their illness and their families 
feel well cared for 

5. Improving Information 

6. Targeting research 
 
2. ORGANISATIONAL PROFILE – HYWEL DDA HEALTH BOARD 
 
Organisational Overview 
 
Hywel Dda Health Board is divided into three counties for the management 
and delivery of operational services: Carmarthenshire, Ceredigion and 
Pembrokeshire. Each county has an End of Life Care Strategic Planning 
Forum which feed into the Hywel Dda Health Board Palliative Care Strategic 
Group. A brief summary of the staff and services provided is shown in figure 
1. 
 
Staff/Service Carmarthenshire Ceredigion Pembrokeshire 
Medical Staff 1.0WTE Palliative 

Care Consultant 
0.8WTE Palliative 
Care Consultant 
(0.2WTE of this 
Consultant’s post 
provides services 
in north Powys)  
 

1.45 WTE 
Palliative Care 
Consultants  

Specialist 
Nurses 

Clinical Nurse Specialists – Palliative Care/Macmillan 
Paediatric Palliative Care Nurse; 
 

District Nursing  Core District Nursing services 
 

Therapies Therapists aligned to Palliative Care; 
Macmillan Occupational Therapists 
 

Social Services Macmillan Social Workers 
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Staff/Service Carmarthenshire Ceredigion Pembrokeshire 
 

Pharmacy Macmillan trained Community Pharmacists 
Macmillan Pharmacist Prescribing Practitioner in Carms 
 

Hospice/ 
Hospice at 
Home 

Hospice at Home 
service; 
Ty Cymorth Day 
Hospice; 
Ty Bryngwyn Day 
Hospice with 6 
beds. 
 

 Paul Sartori 
Hospice at Home 
service; 
Shalom Hospice 
at Home service. 

Inpatient beds Palliative care beds within community hospitals 
Contracts with 
external bodies 

Marie Curie; 
 
 
 

Marie Curie; 
 

Marie Curie; 
 

Figure 1: Summary of Staff and Services - End of Life Care 

 
Overview of Local Health Need and Palliative Challenge 
 
End of Life Care is care that “helps all those with advanced, progressive, 
incurable illness to live as well as possible until they die. It enables the 
supportive and palliative care needs of both patient and family to be identified 
and met. (National Council for Palliative Care 2006, cited in DOH 2008). The 
definition of the beginning of end of life care is variable according to individual 
person and professional perspectives. 
  
Hywel Dda Health Board has developed a set of Guidelines to Support End of 
Life Care, to ensure appropriate care is provided in terms of support to 
individuals in their place of choice. A full copy of the Guidelines are available 
to download via the intranet. We provide palliative/end of life care that follows 
national agreed guidelines (National Council for Palliative Care, the Strategic 
Palliative Care Board Wales and NICE Guidelines). 
 
The main challenges facing Hywel Dda are the demographic projections with 
significant increases in older people over the next twenty years and the rural 
environment within which services are provided. The main challenges within 
this context are as follows: 

• Ensuring the same level of service is available in all three counties 
and in all seven localities; 

• Ensuring that Advance Care Planning is promoted effectively to 
enable people to express their wishes and care preferences; 

• Maintaining and developing partnership working across public, 
private and third sector organisations; 

• Training and education – ensuring adequate resources to support 
the provision of multidisciplinary training for the NHS and its 
partners and also the cost of releasing staff to attend training 
courses. 
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3. DEVELOPMENT OF HYWEL DDA HEALTH BOARD’S LOCAL 

DELIVERY PLAN - END OF LIFE 
 
In response to the “Together for Health – End of Life Delivery Plan” (2013), 
Health Boards are required, together with their partners, to produce and 
publish a detailed local service delivery plan to identify, monitor and evaluate 
action needed within timescales.  The LHB Executive Lead for End of Life 
Care will need to report progress formally to their Board against milestones in 
this delivery plan and publish the reports on the Health Board website 
quarterly.   
 
A review of current palliative care services against the expectations set out for 
2016 has been undertaken and has been used to inform this Local Delivery 
Plan.  In addition to this the palliative care lead clinicians and members of the 
Hywel Dda Health Board Palliative Care Strategic Group have been tasked 
with assessing what we are currently doing, to look at what we can do 
differently or collectively, and to set priorities for 2013/14 within this Plan. 
 
4.  SUMMARY OF THE PLAN - THE PRIORITIES FOR 2013 - 14 
 
Following the completion of the above review, the key findings have been 
incorporated into our local delivery plan for end of life care.  This delivery plan 
includes actions against each of the 2016 milestones within the Welsh 
Governments End of Life Plan (2013). 
 
Supporting living and dying well 
 
The priorities for 2013 – 16 are: 

  

• Support training for primary care teams to encourage patients to have 
in place plans for the end of life 

 

• Deliver training for GPs and Primary Care Professionals to provide 
care in community settings   

 

• Improve communication skills of health professionals and social care 
teams to talk to patients regarding end of life plans  

 

• Ensure paediatricians are aware of the Advance and Emergency Care 
Planning Process and engage with it in a timely manner with individual 
families   

 

• Put in place lead pharmacists in each LHB to support improvement of 
medicine management at the end of life  

 

• Support the delivery of training and support for carers  
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Detecting and identifying patients early 
 
The priorities for 2013 – 16 are: 
 

• Work with GP practices to encourage the use of Palliative Care 
registers for patients, including paediatrics, with less than one year life 
expectancy and in particular, non-cancer patients  

 

• Promote the benefit of regular multi-disciplinary team meetings to 
discuss patients on a Palliative Care register  

 

• Encourage professionals to improve their communication and clinical 
skills to recognise patients entering the palliative phase of illness  

 

• Provide information so generalist teams know how to access support 
from specialist palliative care services, including paediatricians  

  
 
Delivering fast, effective care 
 
The priorities for 2013 – 16 are: 
 

•  Plan and deliver high quality evidence based end of life care services 
through well organised multi disciplinary teams, in line with national 
guidelines such as The Welsh ‘Quality Markers End of Life Care’ 
(2012)  

 

• Ensure effective sharing of information between services 
 

• All NHS and Third Sector provider organisations providing end of life 
care must participate in relevant national clinical audits, to drive 
continuous service improvement 

 

• Work through the Palliative Care Implementation Board to plan 
strategically specialist facilities and community “hospice at home” style 
provision  

 

• Collaborate with the Palliative Care Implementation Board and Welsh 
Government to address capital investment needs, such as service 
redesign of specialist units 

 

• Deliver Peer Review of palliative care   
 

• Establish mechanisms to gather and act upon feedback from 
individuals and families 
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Reducing the distress of terminal illness for patients and their families 
 
The priorities for 2013 – 16 are: 
 

• Plan, secure and deliver well co-ordinated palliative and end of life care 
on a 24/7 basis in line with published guidance 

 

• Support all providers who care for dying patients to participate in the all 
Wales audit of the Integrated Care Priorities documentation 

 

• Have clear funding streams for specialist palliative care services which 
are above the minimum levels advised by the Palliative Care 
Implementation Board 

 

• Support participation in regular surveys of the experience of palliative 
care patients and their families 

 

• Ensure transition arrangements from child to adult palliative care 
services are in place 

 

• Put in place 24 hours paediatric palliative care telephone advice rota 
 

• Create a patient and families Reference Group to support the work of 
the PCIB in overseeing the plan   

 

• Ensure CaNISC is accessible and links with other relevant IT systems 
e.g. GPs 

 
 
Improving Information 
 
The priorities for 2013 – 16 are: 
 

• Regularly review information available to ensure it is targeted to meet the 
needs of the patients and their families, including those with difficulties in 
communication or understanding  
 

• Ensure the best possible IT and communication links to give clinical staff 
fast, safe and secure access to the information needed anywhere in 
Wales 
 

• Publish transparent information on the performance of NHS and voluntary 
sector providers including safety, effectiveness and patients’ views  
 

• Record and use clinical information for all palliative care patients using 
CaNISC.  
 

• Each Local Health Board to report performance against specific end of life 
quality indicators to the Implementation Board annually 
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• Publish regular and easy to understand information about the 
effectiveness of end of life care services  

 
Targeting Research 
 
The priorities for 2013 – 16 are: 
 

•  Foster a strong culture of research  

• Work closely with the National Institute for Social Care & Health 
Research (NISCHR) 

• Work in partnership with cancer research organisations throughout 
Wales 

• Offer all appropriate patients access to a relevant clinical trial 
 

• Actively support the All Wales Integrated Care Priorities audit and 
research programme   

 

• Support and encourage protected research time for clinically active 
staff 

 

• Promote the use of key research facilities such as the Marie Curie 
Research Centre 

 
5.0 PERFORMANCE MEASURES/MANAGEMENT 
 
The Welsh Government’s Delivery Plan for End of Life (2013) contained an 
outline description of the national metrics that LHBs and other organisations 
will publish: 
 

• Outcome indicators which will demonstrate success in delivering 
positive changes in outcome for the population of Wales. 

• National performance measures which will quantify an organisation’s 
progress with implementing key areas of the delivery plan.   

 
Progress with these outcome indicators will form the basis of each LHB’s 
annual report on end of life care. They will be calculated on behalf of the NHS 
annually at both a national and LHB population level. LHBs will produce their 
first annual report in March 2014. 
 
LHBs will also report progress against the local delivery plan milestones to 
their Boards at least annually and to the public via their websites.  It is 
expected that Local Delivery Plan and their milestones are reviewed and are 
updated annually from March 2014. 
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Together for Health – Delivering End of Life Care – September 2013 
6. Specific Priorities 2013-16 

6.1 Supporting living and dying well 
Objectives Actions Expected outcome Risks to delivery Timescales Lead 
6.1.1 Support training for 
primary care teams to 
encourage patients to 
have in place plans for 
the end of life 

Hywel Dda Health Board 
Palliative Care Strategic 
Group to set up Education 
Planning and Delivery Sub-
Group 

More highly skilled 
staff resulting in 
more effective care. 

Capacity for staff to 
attend multi-
disciplinary training 
sessions 

October 2013 Specialist 
Palliative Care 
Team 

 Rolling programme for 2014 
being delivered via Hywel 
Dda Health Board Intranet. 

More highly skilled 
staff resulting in 
more effective care. 

Capacity for staff to 
attend multi-
disciplinary training 
sessions 

September 2014 Specialist 
Palliative Care 
Team 

 Plans under development to 
provide training for 
ambulance staff, to raise 
awareness of Advance Care 
Planning and End of Life 
Priorities 

Specific training for 
ambulance staff will 
raise awareness 
about Advance Care 
Plans and DNACPR 
in the community. 

Capacity for staff to 
attend multi-
disciplinary training 
sessions 

April 2014 Specialist 
Palliative Care 
Team 

6.1.2 Deliver training for 
GPs and Primary Care 
Professionals to provide 
care in community 
settings   

Future development of 
Palliative Care education for 
all levels as part of the Hywel 
Dda Health Board in-house 
Training Syllabus. 

More highly skilled 
primary care 
professionals 
resulting in more 
effective care. 

Inability to release 
staff for training. 

April 2014 Specialist 
Palliative Care 
Team 

 Ty Bryngwyn Hospice to 
develop as a centre of 
excellence with education, 
training, courses and 
placements to support 
Practitioners and Specialists 
and Generic Clinicians. 
 

Increased access to 
training for all staff 
from all sectors. 

Inability to release 
staff for triaining. 

April 2014 Specialist 
Palliative Care 
Team 
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6.1.3 Improve 
communication skills of 
health professionals and 
social care teams to talk 
to patients regarding 
end of life plans  

Integrated working 
environment established with 
local partners and Care 
Home Support Team, 
providing education and 
support. 

More opportunities 
for patients to make 
informed decisions 
about their end of life 
options. 

Ensuring training is 
standardised and 
available for all staff 
groups. 

October 2013 Educational and 
Planning Delivery 
Group. 

 Educational and Planning 
Delivery Group membership 
to be widened to include 
representation from relevant 
partners including WAST, 
paediatricians and other 
professionals caring for 
children. 

Commitment of all 
organisations to a 
unified approach to 
training; 
 
 

 October 2013 Educational and 
Planning Delivery 
Group. 

6.1.4 Ensure 
paediatricians are aware 
of the Advance and 
Emergency Care 
Planning Process and 
engage with it in a timely 
manner with individual 
families   
 

HDHB is engaged with the 
All Wales Advance Care 
Planning Process which is 
currently under development 
for Paediatric Services. Once 
finalised, this will be 
implemented across HDHB. 
 

Greater awareness 
among paediatricians 
and other 
professionals caring 
for children with life 
limiting conditions of 
the need for timely 
discussion of care 
preferences at end of 
life. 

 Paediatric 
Palliative care 
Nurse 

Ongoing – in 
progress 

6.1.5 Put in place lead 
pharmacists in each 
LHB to support 
improvement of 
medicine management 
at the end of life 

Palliative Care Lead 
Pharmacist and Lead for the 
introduction of Just in Case 
Boxes across the three 
counties already in place. 
 
 
 

Improved medicines 
management at end 
of life. 

 Palliative Care 
Lead Pharmacist 

To continue to be 
rolled out. 
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Integrated working 
environment established with 
Local Partners and Care 
Home Support Team 
provided education and 
support. 
 

6.1.6 Support the 
delivery of training and 
support for carers 
 

Develop programme with 
Local Authority and Third 
Sector 
 
Joint Education Programme 
with Local Authority.  
Joint Training provided by 
CNS Team for Social 
Services Carers. 
 
Introduction of learning 
disabilities Cancer Nurse and 
Marie Curie Dementia 
Nurses project. 
 

Higher number of 
people who die at 
home supported by 
carers/family. 

 September 2014 Educational and 
Planning Delivery 
Group Programme 
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6.2 Detecting and identifying patients early 
Objectives Actions Expected outcome Risks to delivery Timescales Lead 
6.2.1 Work with GP 
practices to 
encourage the use of 
Palliative Care 
registers for patients, 
including paediatrics, 
with less than one 
year life expectancy 
and in particular, non-
cancer patients 

Ensure distribution of 
prognostic indicator 
guide and Advance 
Care Planning toolkits 
to all practices in 
Hywel Dda. 
 

Increased number of 
patients on GP 
palliative care 
registers with less 
than one year life 
expectancy, including 
paediatric patients 
and non-cancer 
patients; 
Early identification of 
patients in last year of 
life. 

 Ongoing – by 
September 2014 

Primary care 
Specialist Palliative 
Care Team and 
partners 

 Ensure web-based 
information is 
updated and current. 

Improved access to 
up to date information 
for staff 

 Ongoing – by 
September 2014 

Primary care 
Specialist Palliative 
Care Team and 
partners 

 Review how many 
practices are actively 
using the 
documentation. 

  Ongoing – by 
September 2014 

Primary care 
Specialist Palliative 
Care Team and 
partners 

6.2.2 Promote the 
benefit of regular 
multi-disciplinary 
team meetings to 
discuss patients on a 
Palliative Care 
register  

Practices to 
undertake internal 
review of patients on 
palliative care register 
over last year and 
reviewed at MDT 
meetings. 
 
 
 

Improved clinical 
management of 
patients  
 
 

Poor coordination of 
care planning 

Ongoing – quarterly 
monitoring 

Primary Care 
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 Palliative Care 
Consultants to be 
invited to attend GP 
Locality Meetings. 

Improved 
communication 
between acute and 
primary care 

 Ongoing – quarterly 
monitoring 

Primary Care 

6.2.3 Encourage 
professionals to 
improve their 
communication and 
clinical skills to 
recognise patients 
entering the palliative 
phase of illness 

Promote Hywel Dda 
prognostic indicator 
guide as part of the 
Hywel Dda Health 
Board training plan. 
 
Attendance at PV 
Certificate courses 
held in Carmarthen, 
Pembrokeshire and 
Ceredigion. 

Increased number of 
patients on GP 
palliative care 
registers with less 
than one year life 
expectancy, including 
paediatric patients 
and non-cancer 
patients 

 September 2014 Specialist Palliative 
Care Team 

6.2.4 Provide 
information so 
generalist teams 
know how to access 
support from 
specialist palliative 
care services, 
including 
paediatricians  

Intranet Hywel Dda 
Health Board web 
information already 
available. 
Regular refresh of the 
sites occurs. 
Arrangements in 
place with acute 
hospitals to include 
name of on-call 
Palliative Care 
Consultants and 
Specialist Palliative 
Care Nurses. 
All Nursing Homes 
have information re: 
CNS Link Nurse. 

Improved access to 
up to date information 
for staff across all 
staff groups and all 
organisations, to 
ensure they know 
how to access 
support from 
specialist palliative 
care services 
(including paediatric 
palliative care) 

 April 2014 Specialist Palliative 
Care Team 
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Care Home Support 
Team provides End 
of Life support to 
Care Homes. 
End of Life and 
Palliative Care 
training provided by 
Specialist Services. 
 
Posters on Wards 
and Acute areas to 
identify specialist 
teams and contact 
points. 
Included in QP 
pathways. 
Poster distributed 
giving contact details 
of SPC nurses. 
Network contact - 
Wales Paediatric 
Consultant 
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6.3 Delivering fast, effective care 
Objectives Actions Expected outcome Risks to delivery Timescales Lead 
6.3.1 Plan and deliver 
high quality evidence 
based end of life care 
services through well 
organised multi 
disciplinary teams, in line 
with national guidelines 
such as The Welsh 
‘Quality Markers End of 
Life Care’ (2012)  

Specialist Palliative 
Care Services Care 
Review in progress and 
being rolled out across 
the three counties. 
 
 
 
 
 

High quality evidence 
based end of life care 
services 

 Ongoing – in 
progress 

Specialist Palliative 
Care Team  

 Access to CANISC to 
be increased, including 
remote access by 
community staff 

High quality evidence 
based end of life care 
services through use 
of the clinical quality 
measures that have 
been incorporated into 
the CaNISC Palliative 
Care Module. 

Access to CaNISC 
by community staff 

Ongoing – in 
progress 

IT Dept - identified 
lead in IT Dept for 
Hywel Dda Health 
Board 

6.3.2 Ensure effective 
sharing of information 
between services 

Hywel Dda Health 
Board Strategy on 
Integrated Working 
Initiatives to continue in 
each county. 
National and Local IT 
Strategies. 
CANISC rolled out in 
three counties. 
 
 
 

Improved 
communication 
between 
services/service 
providers 

 Ongoing – in 
progress 

IT Department 
identified lead 
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 Teaching sessions in 
place with acute and 
community locations. 
Prognostic indicator 
guide communication 
sheet available on line. 
OOH communication 
sheet in ICP. 
Advance Care planning 
documentation 
available on line. 
Individual Health record 
– OOH care. 
Agreement across 
localities of practices 
on appropriate Read 
codes for use in 
primary care EoLC via 
QP process – to 
facilitate effective audit. 
 

Increase in patients 
with Advance Care 
Plans; 
 
Improved information 
sharing with Out of 
hours service; 
 
Reduction in 
inappropriate 
admissions to 
hospital; 

 September 
2014 

Specialist Palliative 
Care Team 

6.3.3 All NHS and Third 
Sector provider 
organisations providing 
end of life care must 
participate in relevant 
National clinical audits, to 
drive continuous service 
improvement 

The following are in 
place: 
- Individual Care  
- Priorities (ICP) 
“I Want Great Care” 
- Audit of unplanned 
admissions in progress 
within acute sectors. 

People’s clinical and 
non-clinical needs at 
the end of life will be 
assessed and 
recorded using an 
integrated Care 
Priorities approach, 
with services 
designed around 
meeting those needs 
 

 Rolling 
programme 

Specialist Palliative 
Care Team 
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6.3.4 Work through the 
Palliative Care 
Implementation Board to 
plan strategically 
specialist facilities and 
community “hospice at 
home” style provision  

Develop Hospice @ 
Home options for 
Ceredigion 
 
Explore further 
opportunities for 
Hospice @ Home 
Team in 
Carmarthenshire 
 
Review Hospice@ 
Home provision in 
Pembrokeshire 
 
Support Skanda Vale in 
their plans to 
strengthen their day 
case services and 
introduce an inpatient 
respite care service 

Improved hospice at 
home provision. 

Funding availability. 
 
Inconsistencies in 
service provision 
across the three 
counties. 
 
 

Specialist 
Palliative Care 
Team and 
Generalist 
Leads 

September 2014 

6.3.5 Collaborate with the 
Palliative Care 
Implementation Board 
and Welsh Government 
to address capital 
investment needs, such 
as service redesign of 
specialist units 
 
 
 
 

Palliative care side 
rooms to be refurbished 
at Amman Valley 
Hospital (2).  
 

Improved environment 
for patients admitted 
to hospital for 
palliative care. 

 Estates 
Department 

TBC 
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6.3.6 Deliver Peer 
Review of palliative care   

In process of being 
rolled out in 
Pembrokeshire. Hywel 
Dda participating in this 
initiative led from PCIG. 
 
Following progress in 
Pembrokeshire, to be 
continued and rolled 
out in Carmarthenshire 
and Ceredigion. 
 

Improved service 
delivery. 

 PCIG Ongoing – in 
progress 

6.3.7 Establish 
mechanisms to gather 
and act upon feedback 
from individuals and 
families 

The following are in 
place: 

• “I Want Great 
Care”. 

• Hywel Dda patient 
stories. 

• Complaints 
process.  

• Datix, Incident 
reporting and 
letters of 
appreciation. 

Improved 
services/service 
planning based on 
feedback from 
individuals and 
families and incident 
reporting. 

 Specialist 
Generalist 

Ongoing – in 
progress 
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6.4 Reducing the distress of terminal illness for patients and their families 
Objectives Actions Expected outcome Risks to delivery Timescales Lead 
6.4.1 Plan, secure and 
deliver well co-ordinated 
palliative and end of life 
care on a 24/7 basis in 
line with published 
guidance 

Education/awareness 
training/workshop to be 
planned, to promote the 
following: 

• Primary care use of 
OOH communication 
systems. 

• Use of Individual 
Health Record. 

• Advance care planning 
documentation. 

• Provision of Just in 
Case boxes. 

• Completion of 
DNACPR 
documentation. 

• Access to Specialist 
Consultant advice 
24/7. 

• Access to Specialist 
Palliative Care Nurse 
7/7. 

• Access to 24/7 
Community Nursing 
generic. 

Well coordinated 
palliative and end of 
life care services. 
 
Reduced stress for 
patients and 
complicated grief in 
the bereaved. 
 
Reduction in 
inappropriate 
admissions to 
hospital. 

Access to 
services 24/7 

September 2014 Specialist /Generalist 
teams 

6.4.2 Support all 
providers who care for 
dying patients to 
participate in the All 
Wales audit of the 

• Each County has 
training programmes 
that are accessible. 

• Continued education in 
the use of the 

Greater participation 
in the All Wales audit 
of the Integrated 
Care Priorities 
documentation; 

 Ongoing Specialist Palliative 
Care Team 
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Integrated Care 
Priorities documentation 

Integrated Care 
Priorities 
documentation, 
including sending 
variances and the 
development of a 
system of comparative 
feedback to service 
providers of patients 
dying on ICP. 

 
Improved 
comparative 
feedback to service 
providers and 
improved service 
delivery as a result. 

6.4.3 Have clear funding 
streams for specialist 
palliative care services 
which are above the 
minimum levels advised 
by the Palliative Care 
Implementation Board 

• Funding streams for 
palliative care are 
transparent, including 
investment in the third 
sector. 

• Annual review of SLAs 
with 3rd Sector 

• Annual review of NHS 
core and core WG 
funding grants 

Clear funding 
streams for 
specialist palliative 
care services which 
are above the 
minimum levels 
advised by the 
Palliative Care 
Implementation 
Board 
 

The allocation of 
funding on a 
capitation basis 
can disadvantage 
rural areas such 
as HDHB. 

Ongoing HDHB Palliative Care 
Strategic Group 

6.4.4 Support 
participation in regular 
surveys of the 
experience of palliative 
care patients and their 
families 

The following are In place 
and ongoing: 

• “I Want Great Care”. 

• Hywel Dda Patient 
stories. 

Improved patient 
satisfaction. 

 Ongoing Specialist/Generalist 
teams 

6.4.5 Ensure transition 
arrangements from child 
to adult palliative care 
services are in place 

Hywel Dda Health Board 
Transitional Board and 
Local County Transitional 
Board in place, in which 
Lead representatives from 

Effectively managed 
transition from child 
to adult services with 
continuous support. 
 

Coordination 
across different 
teams and 
organisations. 

Ongoing Transitional Board 
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all partners participate. Smooth transfer of 
care and information 
across boundaries, 

6.4 6 Put in place 24 
hours paediatric 
palliative care telephone 
advice rota 

To continue with current 
arrangements: 

• Although there is not a 
single, dedicated 
paediatric palliative 
care telephone line in 
HDHB, there is open 
access to palliative 
advice 24/7 for 
children receiving end 
of life care by ringing 
the general paediatric 
wards at all main sites.  

• A paediatric palliative 
care nursing ‘Bank’ is 
implemented to 
provide paediatric 
palliative care for 
children at home in the 
last weeks of life. This 
is coordinated by the 
Paediatric Specialist 
Nurse and the 
Paediatric Oncology 
Nurse. 

• The Paediatric 
Palliative Care Nurse 
is also available for 
telephone advice. 

Access to24 hour 
paediatric palliative 
care advice will 
reduce crisis 
admissions. 
 
More children will be 
able to be cared for 
at home. 

Staff capacity   
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• Adult CNS attends 
training with Child 
Teams. 

• Anticipatory Grief for 
Children Project being 
rolled out across the 
three counties. 

• Bereavement services 
in place. 

6.4.7 Create a patient 
and families Reference 
Group to support the 
work of the PCIB in 
overseeing the plan 

• Patient and Families 
Reference Group to be 
set up, to support the 
work of the PCIB in 
overseeing the plan; 

• Work in progress:  

• Bereavement 
Service. 

• Anticipatory Care 
Project. 

• Working with 
voluntary groups 
and gaining their 
feedback.  

Greater involvement 
of patients and their 
families in their care 
and support. 

 January 2014 Specialist Palliative 
Care Team 

6.4.8 Ensure CaNISC is 
accessible and links with 
other relevant IT 
systems e.g. GPs 

Work in progress locally 
and nationally with 
partners to ensure 
CaNISC is accessible and 
links with other IT systems. 

Improved quality 
monitoring; 
Improved patient 
tracking; 
Improved 
performance data.  

 Ongoing – in 
progress 

National and local 
leads for IT 
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6.5 Improving information 
Objectives Actions Expected outcome Risks to delivery Timescales Lead 
6.5.1 Regularly 
review information 
available to ensure it 
is targeted to meet 
the needs of the 
patients and their 
families, including 
those with difficulties 
in communication or 
understanding  

• Review web 
based information 
to ensure up to 
date and relevant; 

• Regularly update 
information 
folders in GP 
surgeries to 
ensure they 
provide 
information of all 
available 
services. 

• Information to be 
provided by 
Learning 
Disability Nurse 
as part of the Link 
Project hosted in 
Hywel Dda. 

• Dementia Marie 
Curie Nurse Link 
Project to be used 
as a means of 
improving access 
for patients with 
Dementia to 
Specialist 
Palliative Care 
and information. 

Improved outcomes 
for patients; 
 
Increased support for 
patients and their 
carers to make 
informed decisions; 
 
Improved ability for 
patients to access 
services and manage 
their illness. 
 
 

Staff capacity. Ongoing Specialist Palliative 
Care Team and Marie 
Curie 
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6.5.2 Ensure the best 
possible IT and 
communication links 
to give clinical staff 
fast, safe and secure 
access to the 
information needed 
anywhere in Wales  

• Develop 
processes to 
ensure high data 
quality and 
analysis tools to 
interrogate 
collected data 

• Develop systems 
to transfer 
decisions made 
by multi-
disciplinary teams 
to primary care, 
out of hours 
providers, the 
Third Sector and 
patients 

Improved access to 
information to support 
clinical decision-
making. 

IT infrastructure Ongoing Identified Lead from 
Hywel Dda IT 
department 

6.5.3 Publish 
transparent 
information on the 
performance of NHS 
and voluntary sector 
providers including 
safety, effectiveness 
and patients’ views  

To be developed by 
HDHB with its 
partners 

   Specialist Palliative 
Care Team, 
Communications 
Department, 
Generalist Service 
and Third Sector 

6.5.4 Record and use 
clinical information for 
all palliative care 
patients using 
CaNISC  

• Palliative Care 
module available 
to all palliative 
care teams. 

• Already in place 
for acute hospitals 
and third sector 

Improved clinical 
decision-making. 

Limited access to IT 
systems by 
community based 
staff. 

April 2013 Identified Lead in IT 
Department 
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organisations. 

• In place for all 
palliative care 
teams 

• To be extended to 
community 
services.  

 
6.5.5 Each Local 
Health Board to 
report performance 
against specific end 
of life quality 
indicators to the 
Implementation 
Board annually  

• The outcomes 
measures from 
Together for 
Health – 
Delivering End of 
Life Care are:- 
o Percentage 

people dying 
in place of 
preference 

o Percentage of 
people with 
palliative care 
on a primary 
care practice 
Palliative Care 
register six 
months prior 
to death 

o Percentage of 
people who 
die in usual 
place of care 

 

More people dying in 
place of choice; 
More people on 
palliative care register 
six months prior to 
death; 
Less people who die 
intestate. 

Greater number of 
hospital admissions if 
not achieved. 

Ongoing National and local 
solution, partners, 
primary care, 
generalist services, 
Specialist Palliative 
Care Team 
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o Percentage of 
people in 
Wales who 
die intestate 

 
6.5.6 Publish regular 
and easy to 
understand 
information about the 
effectiveness of end 
of life care services   

• Work in progress 

• Use 
‘iWantGreatCare’ 
data to inform 
service 
improvement. 

 

Better understanding 
of the most effective 
end of life services. 
Improved service 
planning 

Lack of understand 
about the most 
effective end of life 
services 

Ongoing Specialist Palliative 
Care Team and 
partners 

 
 
 
 

6.6 Public Health Wales and Velindre NHS Trusts to: 

Objectives Actions Expected outcome Risks to delivery Timescales Lead 
6.6.1 Provide Local 
Health Boards with 
trend and analysis of 
mortality, place of 
death and any 
relevant information 
to inform local service 
planning 

Hywel Dda Health 
Board uses this 
information for audit 
and research 
projects, plus service 
planning. 

Improved 
services/service 
planning. 

 Ongoing Identified IT Lead 

6.6.2 Provide an 
effective palliative 
care clinical 
information 
infrastructure by 
developing CaNISC 

In place within all 
three Counties. 
 
To be extended to 
community services 

Improved clinical 
decision-making. 

 Ongoing Identified IT Lead 
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6.6.3 Analyse and 
benchmark 
information to 
facilitate and inform 
Local Health Boards’ 
participation in 
national clinical audit 
and peer review 

To continue to 
participate in national 
clinical audit and peer 
review. 

Improved 
services/service 
planning. 

 Ongoing Specialist Palliative 
Care Team and 
partners 

6.6.4 Roll out 
CaNISC to a broader 
range of service 
providers and explore 
the integration of 
CaNISC with other 
systems 

To be extended to 
community services 

Improved clinical 
decision-making. 

Limited access to IT 
systems by 
community based 
staff. 

Ongoing Identified IT Lead 

 
 

6.7 Targeting research 

Objectives Actions Expected outcome Risks to delivery Timescales Lead 
6.7.1 Foster a strong 
culture of research  

Explore options and 
make necessary 
changes to enable 
HDHB to consider 
collaborating with 
other Health Boards 
on oncology and 
palliative care/end of 
life studies. 

Oncology and 
Palliative Care 
clinicians and other 
oncology nursing and 
research staff need to 
be available and 
appropriate research 
infrastructure in place 
to enable such trials 
to be opened to 
patients at HDHB. 
 
 

Staff capacity  Ongoing Clinical Lead 
. 
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 Where research 
studies are not 
available locally, 
facilitate HDHB 
patient referrals to 
other Health Boards 
and NHS Trusts. 

The review and 
development of 
HDHB’s patient 
referral pathways 
may enable patients 
to be offered the 
opportunity to 
participate in 
research which is 
undertaken at 
neighbouring Health 
Boards and NHS 
Trusts. 
 

Staff capacity 2014-16  

 The newly 
established 
Population Health 
Group (Elderly Care 
and Neurological 
Health) to develop a 
programme of audit 
with the Hywel Dda 
Audit Department, 
with future Research 
and Development 
opportunities in End 
of Life Care. 
 
 
 
 
 

 Staff capacity 2014-16 Clinical Lead/Audit 
Department/R&D 
Department 
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 The R&D Department 
to maintain close 
contact with clinical 
staff involved in 
research to discuss 
potential funding 
opportunities for 
research. 

The R&D office has 
representation on the 
HDHB Research 
Nurse Group and will 
explore opportunities 
to liaise further with 
end of life/palliative 
care consultants in 
order to discuss and 
promote their 
research interests 
and priorities. 

Release of staff to 
undertake research 

2015 R&D Department 

6.7.2 Work closely 
with the National 
Institute for Social 
Care & Health 
Research (NISCHR)  

Ensure that all new 
research projects are 
reviewed to highlight 
any excess treatment 
costs (ETCs) or 
service support costs 
that may need to be 
applied under the 
NISCHR Attributing 
Costs of R&D 
(ACoRD) guidance. 
 
 
 
 
 

Improve current 
systems and 
processes to highlight 
any ETCs or service 
support costs, and 
adapt these systems, 
including 
communication 
channels, to allow for 
forthcoming changes 
imposed by NISCHR 
whereby ETCs will be 
submitted via the 
R&D Department. 
 
 
 
 
 
 

 2014 R&D Department 
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 Monitor all newly 
opened trials to 
ensure that the 
NISCHR Academic 
Health Science 
Collaboration (AHSC) 
Key Performance 
Indicator ‘1st patient 
recruited within 30 
days’ is complied 
with. 

All trials with an 
expected recruitment 
total of 12 subjects or 
more will aim to 
recruit the 1st patient 
within 30 days of 
opening the study, 
and data 
management 
systems to capture 
and report to 
NISCHR AHSC who 
are performance 
managing this metric 
will continue to be 
developed. 

 2013 R&D Department 

6.7.3 Work in 
partnership with 
cancer research 
organisations 
throughout Wales 

Build upon the 
networking and 
collaborative 
opportunities being 
established via 
HDHB’s involvement 
in the South West 
Wales NISCHR 
AHSC Regional Hub. 

Increase the number 
of collaborative 
research projects with 
academic and 
industry partners, and 
explore resulting 
opportunities to 
protect and 
commercialise any 
potential intellectual 
property rights. 
 

Staff capacity 2014 R&D office/NISCHR 
AHSC Hub partners 

 Collaborate with 
Health Research 
Wales and the AHSC 
Industry Managers 

Assess the HB’s 
potential involvement 
in commercial studies 
in the future, 

 2014 R&D Department 
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and Industry Lead to 
develop the industry 
research portfolio 
within HDHB. 

including the need to 
ensure sufficient 
clinicians and nurses 
are in post, and other 
appropriate resources 
such as clinical space 
and equipment are 
available to meet the 
requirements of a 
given research 
protocol. Raise 
awareness among 
the HDHB research 
community of 
opportunities to 
participate in 
commercial research 
studies. 

 Promote 
opportunities HB-
wide between cancer 
research teams and 
the Clinical Research 
Centre at Prince 
Philip Hospital (PPH), 
and explore 
opportunities for 
research staff at 
Bronglais General 
Hospital (BGH) to use 
dedicated research 
space in partner 

Generate promotional 
material to publicise 
the facilities and 
resources which are 
available to HDHB 
researchers 
undertaking cancer 
trials at all HB sites to 
encourage an 
increased level of end 
of life care/palliative 
care research 
activities across 
HDHB. 

 2013 R&D Department 
 



Page 32 of 35 

 

organisations’ 
neighbouring 
premises i.e. 
Aberystwyth 
University/Trinity St 
David, Lampeter. 
 

6.7.4 Offer all 
appropriate patients 
access to a relevant 
clinical trial  

To continue to offer 
all appropriate 
patients access to a 
relevant clinical trial 
through collaboration 
with Oncology 
services.  

  Ongoing  

6.7.5 Actively support 
the All Wales 
Integrated Care 
Priorities audit and 
research programme  

HDHB to continue to 
actively support the 
All Wales ICP audit 
and research 
programme.  

Evidence from 
national evaluation 
reports shows Hywel 
Dda Health Board is 
performing well. 

 Ongoing  

6.7.6 Support and 
encourage protected 
research time for 
clinically active staff  

Encourage clinicians 
and Allied Health 
Professionals (AHPs) 
to apply for NISCHR 
AHSC research 
funding (e.g. Clinical 
Research 
Fellowships, 
Research for Patient 
and Public Benefit 
award scheme) and 
other research grant 
awards (e.g. Cancer 

NISCHR AHSC 
funding calls and any 
other external 
research funding 
opportunities are 
circulated to all 
HDHB and academic 
partner research 
staff. Support is 
provided by the R&D 
Department to help 
HDHB staff to 
produce and submit 

 2013 R&D DEpartment 
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Research UK 
Research Bursaries 
and Clinical Scientist 
Fellowships). 

their funding 
applications. 

 Ensure that NHS 
consultant physicians 
have adequate time 
allocated in their job 
plans to enable them 
to formulate research 
proposals 

  Ongoing  

 Explore options to 
provide and support 
protected research 
time for clinically-
active staff including 
nurses and AHPs. 

Discussions were 
held in February 2013 
with the Assistant 
Director of Therapies 
& Health Science, the 
Assistant Director of 
Nursing (Workforce), 
the Head of Learning 
& Development and 
the R&D Managers to 
explore the concept 
of introducing 
‘research time’ as an 
alternative to ‘study 
time’, where staff 
could be released for 
an agreed number of 
hours/days over a set 
period to work on a 
named research 
project. 

 2015 Therapies & Health 
Science, Nursing 
Workforce, Learning 
& Development and 
R&D Departments 
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6.7.7 Promote the 
use of key research 
facilities such as the 
Marie Curie Research 
Centre  

Collaborate with 
NISCHR CRC to 
promote and enable 
the use of key 
research facilities 
such as the Marie 
Curie Research 
Centre (MCRC). 

  2014 R&D Department 

 Engage with research 
partners to maximise 
HDHB’s collaborative 
opportunities for 
research in end of life 
care. 

Maximise 
opportunities for 
HDHB staff to 
collaborate with 
research partners by 
raising awareness of 
ongoing or 
forthcoming research 
and by facilitating 
attendance at 
research-related 
conferences, 
meetings and events 
which could increase 
research activities via 
networking. 

 2014 R&D Department 
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Appendix 1: 
 

HYWEL DDA HEALTH BOARD          

PALLIATIVE CARE RESOURCES       

2012-

13   

          

  Carm Llanelli Ceredig Pembs Paeds Total  employed 

  £'000 £'000 £'000 £'000 £'000 £'000  WTE 

Hospices:            

own staff:  day care  42 100    142  3.15 

               inpatient   637    637  15.60 

Commissioned from Voluntary 

Sector    72 90  162   

          

Medical staffing   66 147 108 196 15 532  5.59 

          

Admin & Clerical support staff  12 25  32  69  2.88 

          

Clinical Nurse Specialists  118 146 102 146 44 556  11.50 

          

Hospice at home   103    103  3.60 

          

Marie Curie nursing  270  50   320   

          

Bereavement services:          

HDHB own staff  120     120  3.29 

Commissioned from Voluntary 

Sector    5 9  14   

          

  628 1158 337 473 59 2,655  45.61 

          

Costs are shown gross of income from charitable sources supporting the following:    

Hospice day care   37    37   

Hospice inpatient care   53    53   

End of life Co-ordinator   40    40   

          

   130    130   

          

Not included above:          

Therapies           

e.g. Art Therapist & Macmillan OTs          

 in Ceredigion, plus support          

  to Day Care and Inpatients          

Indirect costs, eg Hotel Services          

Overheads          

 


