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Sefyllfa / Situation

This paper introduces the Palliative & End of Life Care Strategy, which Hywel Dda University
Health Board (HDdUHB) commissioned from Attain, Healthcare Consultancy.

Cefndir / Background

In April 2020, in response to the COVID-19 pandemic, Welsh Government issued the COVID-
19 Hospital Discharge Service Requirements (Wales), and as a result a regional approach,
through the West Wales Care Partnership (WWCP), outlining standards and principles was
agreed which sought to describe equitable outcomes for our population across the three
Counties, whilst allowing for local variation in delivery.

The WWCP Palliative & End of Life Care Principles (PEOLC) were agreed in September 2020,
and this document highlighted that whilst there were some reference documents available in
Wales and across the UK, there was no All Wales PEOLC Strategy nor a related HDdUHB
Strategy.

The WWCP EOLC principles clearly articulated the desire to adopt the six positive ambitions
defined in the National Palliative & EOL Care Partnership Ambitions for Palliative and End of
Life Care framework!. Whilst this is a document produced for NHS England, these ambitions
are equally valid for the population of Wales;

1. Each person is seen as an individual — what matters to me

2. Each person gets fair access to care — regardless of who | am, where | live or the
circumstance of my life

1 National Palliative & EOL Care Partnership (2015) Ambitions for Palliative and EOL Care; A national framework
for local action 2015 - 2020
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3. Maximising comfort and wellbeing — help me to be as comfortable and as free from
distress as possible

4. Care is co-ordinated — getting the right help from the right people at the right time

5. All staff are prepared to care — staff bring empathy, skills & expertise and give me
competent, confident & compassionate care

6. Each community is prepared to help — we all have a role to play in supporting each
other in times of crisis and loss

The Marie Curie report? assessing palliative care needs across the UK nations, confirmed that
palliative care need is growing over time, and suggests that estimates of palliative care need at
75-80%, as included in the Wales report, do not take into account this increased level of need.

Asesiad / Assessment

It was therefore considered essential that HDAUHB has a robust Strategy in place to ensure
everyone at the end of life is able to access the specialist care and holistic support they need,
and that this Strategy takes into account robust estimates of palliative care need and develops
a robust and sustainable workforce plan to meet these increasing needs.

Utilising All Wales Palliative Care funding, HDdUHB commissioned an external review by Attain
of palliative care and end of life services. This discovery phase was undertaken January — April
2021 and the key findings are outlined below:

Discovery Phase 1 January — April 2021

Deliverables Key Findings

1) Governance & Strategy Development —

1) Map existing service delivery need to develop a structure and strategy
against best practice 1) Mapped existing service provision 2) Workforce Development — need for
2) Analysis of demand against best 2) Developed a maturity matrix based equitable training

practice on WWCP Palliative & EoLC standard 3) Service Development — need to develop
service model

4) Bl & Data — need to develop dashboard

3) Review of information sharing 3) Benchmarked workforce

arrangements 4) Created an indicative dashboard and data dictionary
4) Review of how the needs of our 5) Reviewed best practice 5) Digital & Estates — need to review
population are being supported current arrangements and benchmark

against best practice

One of the key findings from this discovery phase was the absence of a HDdUHB Strategy,
therefore to bridge this gap, a further phase was commissioned to work with Attain to develop
this Strategy for the Health Board. This work was undertaken with engagement from a wide
range of stakeholders during spring/summer 2021.

2 Marie Curie (2016) An Updated Assessment on Need, Policy and Strategy — Implications for Wales
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Strategy Development Phase 2 April - June 2021

Key Findings

1) Governance & Strategy Development 1) Ownership of strategy — development of
Quick Wins; 1) Palliative & EoLC Strategy including end to end leadership team
. B TP service pathway & service transformation
zlgsigﬁ%rﬁsiri?cr:'geelﬁi‘:?mg";::zhr’?\‘a‘ﬂ':;gr:;z::g implementation plan 2) Joining up of Dementia and Palliative &
best practice. 2) Report on training needs assessment & EoLC strategies —common themes

recommendations on implementation plan

3) Bl & Data —Develop a performance dashboard and 3) Review of service model re impact of

icti 3) Performance dashboard . .
A5 Gl . ) ) COVID-19 late presentations in terms of
4) Digital & Es‘tate_s—Aud'lt current environments and 4) Report on environments and r_eoommendatlons diagnosis, demand, impact etc
benchmark against best practice. Review lessons against best practice

learnt from technology developments during COVID.

The HDdUHB PEOLC steering group has approved the Strategy document, and the final
phase of the commissioned work is ongoing to develop the service specification for PEOLC
and associated workforce plan.

The PEOLC priorities are in line with the Ambitions for Palliative & EOLC National Framework,
and the 2019 National Audit of Care at the End of Life builds on the initial continuous
improvement programme.

An All Wales PEOLC service review has recently been undertaken and a review of the final
report document has been undertaken to ensure that the local Strategy will align to the direction
of travel across Wales in the absence of an All Wales Strategy;

1) Undertake a population needs assessment 1) Population needs assessment — Phase 1 Palliative
2) Develop a clinical pathway 2) End to End clinical pathway - development Phase 2 &
3) Review & modernise funding arrangements implementation phase 3
4) Develop and support leaders for the future within the 3/4) Strategy recommendation — structure & pooled funding
current workforce arrangements
5) Define a strategy for Paediatric services 5) Strategy is through age & whole system
6) Review workforce requirements 6) Workforce & Service Development - Phase 2
7) Develop whole system SPC services 7) Development of SPC model — Phase 3

8) Develop a meaningful outcomes framework 8) Bl & Dashboard development — Phase 2 & 3

The Strategic Development and Operational Delivery Committee (SDODC) considered the
Strategy at its meeting on 24t February 2022, and supported its onward presentation to Board
for approval.

Argymbhelliad / Recommendation

The Board is requested to APPROVE the Palliative & End of Life Care Strategy and its
implementation.
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Amcanion: (rhaid cwblhau)
Objectives: (must be completed)

Gwybodaeth Ychwanegol:
Further Information:

Effaith: (rhaid cwblhau)
Impact: (must be completed)

Not Applicable — there is no corporate risk associated
with PEOLC however there may be service level risks
on each county risk register

3. Effective Care
4. Dignified Care
5. Timely Care

All Strategic Objectives are applicable

2. Develop a skilled and flexible workforce to meet the
changing needs of the modern NHS

5. Offer a diverse range of employment opportunities
which support people to fulfill their potential

8. Transform our communities through collaboration with
people, communities and partners

Welsh Government (WG) 2017 PEOLC Delivery plan
WG (2008) Palliative Care Planning Group Wales
Report to the Minister for Health & Social Services
National Palliative & EOL Care Partnership (2015)
Ambitions for Palliative and EOL Care; A national
framework for local action 2015 — 2020

WG (2020) COVID-19 Hospital Discharge Service
Requirements (Wales)

HDdUHB (2016) End of Life Delivery Plan

HDdUHB (2019) Together for Health Delivering End of
Life Care

Marie Curie (2016) An Updated Assessment on Need,
Policy and Strategy — Implications for Wales

WWCP (2020) PEOLC Principles

Explanation of terms is included within the report

Palliative Care Steering Group

Integrated Executive Group/ Regional Partnership
Board

Strategic Development & Operational Delivery
Committee

All accounted through funding streams outlined above
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Equitable outcomes for the population across all ages.

Not Applicable

Not Applicable

Not Applicable

The Strategy is the first of its kind in Wales.

Not Applicable

The Strategy reflect the needs of the current
population and the workforce plan reflects the
changing demographics.
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Background —
- Attain
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Hywel Dda University Health Board (HDuHB) is comprised of three Counties - Carmarthenshire, Ceredigion and Pembrokeshire. Each County
operates Palliative and End of Life Care (PEOLC) services configured to their individual geography, population need and assets. However,
recently, a regional approach, through the West Wales Care Partnership (WWCP), outlining standards and principles has been agreed which
seeks to align the three Counties in meeting equitable outcomes for the population across all ages.

The HDUHB PEOLC Strategy development programme commenced with a Discovery Phase as a precursor to formal strategy development.

The Discovery Phase provided evidence and insight into:
« National and international best practice
« Benchmarking (via use of a maturity matrix) of the “as is” position across the region, which identifies different practices and gaps
versus the best practice articulated in the West Wales PEOLC Principles (Published October 2020)
« Data and Business Information gaps, resulting in weaknesses in the evidence base, inhibiting effective decision making and service
transformation
The Discovery Phase, founded on deep stakeholder engagement, energised ownership and commitment to deliver, has been sustained while
this strategy has been developed. The Discovery Phase also demonstrated that there were a range of short term improvements which should
be undertaken because they will benefit service delivery and which should not wait for a fully signed-off strategy.

Building on the key outcomes from the Discovery Phase, the next phase of work took place over a 3-4 month period and addressed both
integrated Strategy Development and Continuous Improvement, utilising a programme approach with key workstreams and contfinued deep
stakeholder engagement.

This strategy is aspirational and sets out the collective ambitions we want to achieve across Hywel Dda to improve PELOC for our citizens. In
developing this strategy we have worked with organisations that provide PEOLC services, their staff, local voluntary organisations and other
partners. We have also considered previous research and sensitively carried out our own insight work with individuals who are receiving
PEOLC and their relatives. Their experiences have helped ensure individuals, their families and carers are at the centre of our strategy, vision
and service model. It is now for HDUHB services and local partners to work together to continue to deliver these improvements for their local
communities. N.B. There is a separate report summarising progress made with the Continuous Improvement Programme.

HDGHB PaAlliGtive and EOLC Strategy seprember 2021



Below summarises the strategy development project requirements, the outcomes from the work undertaken and key actions.

Project requirements and activities

The Ask:

1.
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Strategy development:

Deep stakeholder engagement through
structured interviews, groups and workshops
— to be agreed per county and a final
strategy summary session across all three
counties, resulting in a PEOLC vision and
service pathway.

Online surveys tailored for children, young
people and adult patients, parents/carers of
children and young people and partners of
adult patients.

Analysis of service demand for specialist
palliative care and workforce capacity.

. A final strategy to include:

A PEOLC vision and end to end service
pathway.

A service fransformation programme plan
Alignment of priorities with regional ICF
funding.

Attain have:

1. Strategy development:

Due to the limitations of COVID-19 and the ability to

meet in person, Attain:

» Carried out a series of 5 workshops during May
2021.

« Summarised the themes stemming from the
interviews with stakeholders in phase 1, together
with interviews with patients and carers of all
ages.

» Developed 4 patients’ and carers’ surveys to
enable further inputs.

« Worked with colleagues to develop a high-level
strateqy, service vision and model, based on best
practice.

* Included a summary of current and future
population demand and prevalence - the impact
of demand on the workforce cannot be
determined aft this stage and will require further
analysis.

2. The strategy also includes:

* A service vision and end to end pathway, plus
recommendations in relation to implementation of
the new service model. However, the extent of
further funding allocation is not known at this time.

» Recognition that stakeholders have identified that
COVID-19 has impacted timely diagnosis due to
late presentations, but the extent of this impact is
not fully known at this stage.

_
Attain

Key Recommendations:

1. Ownership of strategy, implementation of the

service vision and model:

* Once formally approved by the HDuUHB, to
realise the strategy and service vision, the new
service model will require implementation.

« The strategy provides a series of priorities which
is a significant programme of work that will
require resourcing.

+ HDuHB have approved the recruitment of a
clinical lead to work as part of a triumvirate
team to oversee the implementation of the
new strategy through pooled budgets across
the region.

+ The strategy and service model should be
reviewed once information is available
regarding the impact of COVID-19 upon late
presentations and diagnosis and the probable
increase in demand on PELOC services.



What is Palliative Care? 4
- Attain

Palliative care has been defined by the World Health Organization as ‘an approach that improves the quality of life of patients
and their families facing the problems associated with life limiting iliness, through the prevention of, and relief of, suffering by means
of early identification and impeccable assessment and freatment of pain and other problems, physical, psychological and
spiritual.’

Palliative care as defined in the Sugar report can be split into 2 categories;
1) General palliative care, delivered by health professionals in a generalist setting
2) Specialist palliative care, delivered by specialist multi-disciplinary feams dedicated to palliative care

Palliative care:
provides relief from pain and other distressing symptoms;
affirms life and regards dying as a normal process;
intends neither to hasten or postpone death;
integrates the psychological and spiritual aspects of patient care;
offers a support system to help patients live as actively as possible until death;
offers a support system to help the family cope during the patients illness and in their own bereavement;
uses a feam approach to address the needs of patients and their families, including bereavement counselling, if
indicated;
will enhance quality of life, and may also positively influence the course of iliness;
is applicable early in the course of iliness, in conjunction with other therapies that are infended to prolong life, such as
chemotherapy or radiation therapy, and includes those investigations needed to better understand and manage
distressing clinical complications.

Source: WEST WALES CARE PARTNERSHIPS PALLIATIVE AND END OF LIFE CARE PRINCIPLES

HDuHB Palliative and EoLC Strategy September 2021

5
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What is end of life care? 4
- Attain

6
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People can receive palliative care at any stage in their illness. Having palliative care doesn’'t necessarily mean that the person is
likely to die soon —some people receive palliative care for years. People can also have palliative care alongside treatments,
therapies and medicines aimed at controlling their illness, such as chemotherapy or radiotherapy.

However, palliative care does include caring for people who are nearing the end of life — this is sometimes called end of life care.

End-of-life is the fimeframe during which a person lives with, and is impaired by, a life-limiting, terminal, or fatal condition. Even if
the prognosis is ambiguous or unknown. Those approaching end-of life will be considered likely to die during the forthcoming days,
weeks or months. End-of-life care is care needed for people who are likely to die in the forthcoming months due to progressive,
advanced or incurable iliness, frailty or old age. During this period, people may experience rapid changes and fluctuations in their
condition and require support from a range of people, including health services, as well as family and carers.

End of life care involves freatment, care and support for people who are nearing the end of their life. It's an important part of
palliative care.

Source: WEST WALES CARE PARTNERSHIPS PALLIATIVE AND END OF LIFE CARE PRINCIPLES

HDuHB Palliative and EoLC Strategy September 2021



2. Population needs analysis
summary

\

Attain



Population is Up... = Hywel bda has an aging 4

— population that is above .
the Welsh average for over Attain

83s. Hywel Dda Over 75% aged
85+ have 2 or more long
term conditions.
Increasingly complex

UP 0.5% and longer term end

by 2025, Ageing of life care.
2% by 2040 population

Over 85s
5 Care
The population of The over 65 ecome over becoming
Hywel Dda is population is set to 10% of the
: ; : , more complex
increasing overall increase by 6% over popula’rlon
5 years and a
massive 27% by Pre-Covid the leading
2040 And over 65s will individual causes of
become over d third 369??62"'12:1% 2‘:’13
of the population by Heart disease
Hywel Dda Adult population 2040 representing 11%

each** (UK wide

Is decreasing, overall dementia 12.7%)

population increasing™.

Source: ONS, *Ceredigion total population will decrease but elderly population increase

8 HDUHB Palliative and EolC Strategy September 20212019 NOMIS, defined by ONS using ICD10, high variation across counties with Ceredigion lowest at 9% dementia and
8/38 Carmarthenshire highest at 11.7%, likely to increase all around due to ageing



Conditions and mortality

Dementfia accounts
for 12.7% of deaths
and is the leading
cause of death
across the UK

1 in 8 deaths across
England and Wales
were attributed to

Dementia in 2018

In Hywel Dda
dementia is closer
to 11% with
variation across
counties largely
due to age profiles

Alzheimer's society
expects the
number of
dementia patients
living alone will
double by 2040

IHD is still a main
cause of deathin
the UK despite falling
as a proportion from
14% (2010) to 10.4%

Ischaemic heart
disease remains the
leading cause of
death for men,
overall

IHD has similar
proportions to
dementia across
Hywel Dda at 11% on
the whole

9,000 people on the
GP register, in
Hywel Dda had a
diagnosis of COPD

There are over
14,000 people in
Hywel Dda on GP
registers with a
diagnosis of cancer
at some stage

COVID-19
impacted mortality
resulting in an
increase in excess
deaths of around
14% across England
and Wales

Leading causes of mortality, UK up to 2018 (showing most recent % of total deaths)

Ischaemic heart
diseases, : 1

Dementia and Alzheimer

disease, 12.66

\

= Cerebrovascular
diseases, 5.81

% of deaths

Neoplasm of lung, trachea
and bronchus, 6.27

. Chronic lower respiratory

disease, 5.14

Influenza and
pneumonia, 4.90

Year of X Value

HDuHB Palliative and EoLC Strategy Se¢
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There are over 4,800
people in Hywel
Dda registered with
Heart Failure

It is, as yet unknown
what the future
impact of COVID-
19 on mortality and
end of life care will
be



Mortality and palliative care

—
Attain

From the All Wales PEOLC Delivery Plan 2017, it is estimated that 0.75% of the Welsh population have palliative care needs at a given
time. Further, “The [plan] suggests an estimated prevalence rate for children and young people likely to require palliative care

services as 15 per 10,000 population aged 0-19” this equates to 12-13 children in Hywel Dda.

It is indicated that over 65%* of people who are dying or die will have a palliative care requirement and the number of people

needing palliative care will grow by 25% by 2040*.

Estimated Palliative care need*

2040 (lower 2040 (upper
estimate) estimate)

Carmarthenshire ] ,436 / ] ,795 _/ 2,01 O

Now

Bet 3,670
Ceredigior 08, 6, /11 R

Pembrokeshire 992 / ] ,240 _/ ] ,394 by 2040

West Wales _ 3,670 _/ 4,]]5

MM
To put this into
perspective...

The upper estimate is
equivalent to everyone
in Tenby needing
services for end-of-life
care

NB: CYP data included in totals: Numbers are very low and in cases where the 5 year age grouping was below 5, numbers were supressed and automatically rounded up to 5. This means that this number is likely a slight over

estimation of deaths for 0-19 year olds but not a significantimpact

* How many people will need palliative care in 20402 Past trends, future projections and implications for services - S. N. Etkind et al - this paper was used for estimates, 25% growth from 2014, data above is 2019, however 25% as

10
10/38 report suggested it could be as high as 42% from 2014-2040
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The Welsh Government’s PEOLC delivery plan __
- Attain

Published in March 2017, Wales was the first of two nations in the United Kingdom to have a current and overarching delivery plan
for palliative and end of life care.

Reports published during the term of the first End of Life Care Delivery Plan also highlighted areas where improvement is required.
Living and Dying with Dementia in Wales: Barriers to Access’ Alzheimer's Society Wales Marie Curie 2015 and People with a
Learning Disability ‘A Different Ending: Addressing Inequalities in End of Life Care’ Care Quality Commission 2016, identified barriers
including access to care for people living with learning disabilities and dementia, and a lack of effective advance care planning
and fimely diagnosis for both groups.

The need to improve access to palliative care services for Black, Asian and Minority Ethnic (BAME) and Lesbian Gay Bisexual
Transgender (LGBT) communities were highlighted in South East Cardiff Marie Curie (2014) and “Hiding who | am” ‘The reality of
end of life care for LGBT' people Marie Curie (2016) respectively.

The plan recognises there is a need to adopt a combined approach of Advance Care Planning, shared decision making and
training for healthcare professionals in this field to support these patients and their families and carers, and to learn the best ways
to meet the individual’'s needs.

The PEOLC Delivery Plan has clearly defined the specific priorities for Health Boards for
the period 2017-2020 across 7 key delivery themes; liative and End o Life
1. Supporting Living and Dying Well, Care Delivery Plan
2. Detecting and identifying patients early,
3. Delivering fast, effective End of Life Care,
4. Reducing the distress of terminal iliness for the patient and those close to them,
5. Improving Information,
6. Targeting research,
7. Education.

N.B. The Welsh Government have recently carried out a stocktake summarising the progress made in delivering the plan which is due for publication soon.

March 2017

RDURE Paliafive and EoLC Strategy September 201 Source: https://gov.wales/sites/default/files/publications/2019-01/palliative-&-end-of-life-care-delivery-plan-2017_0.pdf

12
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Ambitions for
PEOLC Care: A
national
framework for
local action 2015 -
2020.

In 2015 in England the
National PEOLC Partnership
(NPEOLCP) published the
Ambitfions for PELOC: A
national framework for local
action 2015 -2020.

Although the ambitions focus
on the experience

of the dying person, the
partners’ concern is broader.
Each statement should also
be read as an ambition for
carers, families, those
important to the dying person,
and, where appropriate, for
people who have been
bereaved.

The main aim of the framework is to provide
the foundations and building blocks which
local health and social care leaders can use
to build accessible, responsive, effective and
personal care needed at the end of life.

HDuHB have recently developed the West
Wales Care Partnerships PEOLC principles
building on the foundations of the Ambitions
for palliative and EOLC framework (published
October 2020) which recognise that whilst the
National Framework is a document produced
for NHS England, the ambitions and building
blocks are equally valid for the population of
Wales.

Along with the Welsh Governments 7 key
delivery themes, the West Wales Partnership
have therefore adopted the framework
ambitions and building blocks and have
confirmed that the HDuUHB's Primary and
Community Care Guidelines and the Hospital
Discharge Requirements align with these
foundations and building blocks and provide
further clarity.

—
Attain

Ambitions for Palliative and End of Life Cs

Each person is seen as an individual

I, and the people important to me, have opportunities to have honest,
informed and timely conversations and to know that | might die soon.

I am asked what matters most to me. Those who care for me know that
and work with me to do what's possible.

Each person gets fair access to care

I'live in a society where | get good end of life care regardless of
who { am, where [ live or the circumstances of my life.

Maximising comfort and wellbeing

My care is regularly reviewed and every effort is made for me to have
the support, care and treatment that might be needed to help me to be
as comfortable and as free from distress as possible.

Care is coordinated

I get the right help at the right time from the right people. | have a team
around me whao know my needs and my plans and work together to
help me achieve them. | can always reach someone who will listen and
respond at any time of the day or night.

All staff are prepared to care

Wherever [ am, health and care staff bring empathy, skills and expertise
and give me competent, confident and compassionate care.

Each community is prepared to help

I live in a community where everybody recognises that we all have a role
to play in supporting each other in times of crisis and loss. People are
ready, willing and confident to have conversations about living and dying
well and to support each other in emotional and practical ways.

More information on the ambitions for palliative and EoLC can be found here: hitps://endoflifecareambitions.org.uk/wp-content/uploads/2015/09/Ambifions-for-
Palliative-and-End-of-Life-Care.pdf



The building blocks
to deliver the
Ambitions for

PEOLC Care

\
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ach community is
prepared to help

Each person is

Each person gets
seen as an fair access to
individual care

Maximising
comfort and
wellbeing

Care is
co-ordinated

All staff are

prepared to care

glelilelgle]
framework.

Honest and

=1 well informed

conversations

Community
partnerships

Recognising and
addressing distress
whatever the

— Shared records

Professional

Compassionate
and resilient

cause efhos communities

: sy Unwavering
To realise ’(he omblTlohs, the H . ggg;ions commitment o Skilled assessment System wide Knowledge
NPEOLCP identified eight P achieve equity and symptom = — based Practical support

g h response
: _ managemen '

foundations/building blocks ° judgement
that need to be in place. They | | Helping people bzcz;e)ggteiggs
are all necessary and underpin fake control assessment |_| Priorities for care of Clear roles and Awareness of

the ambitions.

Systems for

Person centred

the dying person

responsibilities

legislation

Public awareness

These foundations are the pre- [Patient centred ouicome Access fo
diti for delivering th care measurement || specialist paliiative | | Everyone | | Support and Volunt
COI’? mons Tor aefivenng the care when matters resilience clnieer
rapid and focused Using The data needed
improvement that the | Accessto fo guide care
: social care and drive N
Partnership seeks. change Rehabilitative Continuity in | Using new é;‘tﬂ';t'i‘:,?a'ﬁg
For West Wales, they are the palliative care partnership technology End of Life Care:
starfing point from which the L integrated care \_
new and collective endeavour .\
must be built. ||  Executive _——
governance /—’
QOOd E.OLC More information on the building blocks to support the delivery of the ambitions for PEOLC
m including can be found here: https://endoflifecareambitions.org.uk/wp-
bereavement content/uploads/2015/09/Ambitions-for-Palliative-and-End-of-Life-Care.pdf e st e Pt




Best practice summary

\
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As part of our best practice review we researched a wide range of current local, national and

international examples of best practice focusing on the following areas that will be key to any new
service development

15/3

The common workforce delivery model:
Should be adopted in line with the Sugar Report June 2008 where staff
across the region provide:
1) General palliative care, delivered by health professionals in a
generalist setting e.g. community and secondary care
2) Specialist palliative care, delivered by specialist multi-
disciplinary teams dedicated to palliative care

Services models:

» To achieve consistency in provision, the West Wales Care Partnership
should agree the PEOLC pathway for the area in line with best
practice

« The HDuUHB should consider whether the best practice examples, such
as the Midhurst and SWAN/Cygnet models should be adopted

Training:

+ All healthcare workers and volunteers, regardless of role, should have
access to education and training in EOL and bereavement, with the
level being dependent on the nature of their role and their exposure to
death and dying

Use of technology:

* In addition to home care, telehealth and remote patient monitoring
(RPM) has numerous benefits to patients across the healthcare
spectrum, including those receiving palliative care

Supporting Carers:

» Partners should review the learning from caring for those with
dementia, COIVD-19 and for those who are bereaved and think about
whether they can be applied to current service delivery, or built info
relevant strategies and/or service tfransformation plans

+ All environments where end of life care occurs should
provide appropriate places to support the families and carers

Bereavement:

+ Strategies across the globe include the importance of engaging with
the local community, spiritual and other leaders to build bereavement
capacity within the community

« Adopt compassionate communities' policies and practices, to support
bereaved people

« A framework for bereavement currently being developed should be
included into all relevant service specifications and built into standard
operating procedures across all services
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Developing the Hywel Dda PEOLC service model
blueprint

Following a series of workshops held during May 2021, interviews with
stakeholders in phase 1, together with interviews with patients and carers of
all ages, plus further input via patients’ and carers’ surveys, we have

developed the following palliative and EoLC service model for Hywel Dda.
(For further information on stakeholder engagement themes please see

appendix 2).

The themes stemming from the inferviews wilh stakeholders have influenced the assessment of
servi

practice & the

Data &
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in this report.
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The opportunities and challenges presented by the best practice models
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The paliative & EolLC staff overall are very experienced, committed & are looking forward o
the chance to improve their services. This is what patients & carers had to say:

[
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Palliative and EoLC Strategy September 2021
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Hywel Dda PEOLC service vision

‘To provide excellent palliative and end of life care across West Wales enabling people to be cared for and die in their

preferred place of care’

—
Attain

Key enablers to deliverxz

Specialist palliative care support @ .
—in the community and in e @ .
hospital. d‘il'i;

m 4. Help long term 5. Help in hospital *

Intermediate care to support o
people at the time of increasing ' m
need. We maximise comfort and

3. Help when you need it
. . . L . ’ .
wellbeing — supporting people in % ' / ' .
their home if possible. ai Q 7
Proactive care and care @ .
planning as a mulfi-disciplinary _..:. 2. Help to help yourself
team. Care is co-ordinated (;'\,_\‘iz) ' .
ensuring the right help, at the i £
right fime.

Prevention, planning and

299
. ey . (O
education within our O, 1. Connecting with strong communities ~1¢'".
communities. wm Y.
Communities prepared to
support and help. .
18 HDuHB Palliative and EoLC Strategy September 2021

18/)38rce: West Wales Care Partnership Palliative and EoLC Principles 23/10/20

Clear regional PEOLC vision, strategy and
service modelin line with WWCP PEOLC
principles

Integrated governance arrangements
Strategic and collaborative patient/carer
centred commissioning arrangements
Cross-organisational working

Collective financial and performance

Joint commissioning for infegrated care
ensuring equity of access and provision across
West Wales

Health Board and provider (including 3@ Sector)
alliances, delivering services into local networks
and enabling frontline integration

Shared system transformation programmes and
plans

Consideration of local risk and reward
mechanisms, alignment of incentfives, and new
contractual forms

Provision of primary care services af scale
Staff across organisations trained and working

w together across the region in an integrated

way to best meet the needs of the
population

Interpret population health data and
patient/family feedback, design services for
integrated networks and draw in support from
wider services



What good looks like for Hywel Dda — The PEOLC service

model pathway —
Looking after our physical and
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What good looks like for Hywel Dda — The PEOLC service
model pathway

Iaenﬂh'caﬂon, assessment

and diagnosis

* Enabling generic services (e.g. social work, domiciliary care, care

Living with a palliative/Eol diagnosis

Holistic MDT = providing stable support and wellbeing plan

homes, district nursing, OT, physio etc.) to support people with a

palliative diagnosis - education - what signs to look for and what

to expect .
] care p *
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around the person including:

Case manager
Social care

Allied health
professionals (AHPs)

District nursing (DN)

Key workers/ assistive
technology lead

Specialist nurses e.g.
admiral, cancer etc.

Primary care
Pharmacists
3rd sector

Older Adult mental
health

Advice and training as
required from the
dementia wellbeing
team (DWT)

Secondary care
consultants

3rd sector
SPC adults/children’s
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What good looks like for Hywel Dda — The PEOLC service

model pathway

The need for
increased
support in the end days

* Implementation of the best practice Scottish

Education and Training Framework PEOLC
adapted for West Wales - we need to
consider the learning and development
needs of everyone who is affected in some
way by a palliative/EOL diagnosis. This

includes patients of all ages, carers, frontline

staff, managers, commissioners, regulators,
researchers, shopkeepers, next door
neighbours efc. Resulting in people who are

informed, people who are skilled and people

who can provide the right support at the
right time

FOURD Famanve gna corCOmTaregy 9cprernioerzouzy
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Next
steps
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Finalising the strategy:

Seek feedback on the strategy,
service vision and model pathway

Finalise the vision and service model
pathway and socialise them so all
partners are aware of the direction
of tfravel for PEOLC services within
West Wales

Update the programme plan with
the new service developments
required to deliver the vision and
service model pathway

Ensure robust governance is in place
to oversee the implementation of
the new service initiatives, ensuring
all new initiatives take a programme
approach reporting progress
regularly to the PEOLC Steering
group

HDuHB Palliative and EoLC Strategy September 2021

Delivering the programme:
We will develop our programme of work
whilst keeping a close eye on the
developing NHS Wales National Clinical
Framework (NCF); within which, End of Life
Care has been afforded National
Programme status and the roll out of the
Dementia Standards

Identify resource to set up and manage the
programme of work across partners

We will revise the current programme of
work and update the programme plan,
prioritise projects and revise timelines to
ensure that there is a realistic and
deliverable plan in place. Use Workstream
management as the process for delivery

We will identify additional Workstream SROs
to drive work with PMO support, provide
ownership and accountability to deliver

Regular progress updates will continue to be

provided at the monthly PEOLC Steering /
Group _/

\
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Implementation of the
new PEOLC Strategy

|



5. Our approach o
Implementing the
new service model
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Implementing the
new service model

Attain

ach community is

Each person is Each person gets Maximising

are is
comfort and Carei All staff are

seen as an fair access to

using the Ambitions
for PEOLC National
Framework.

Given the West Wales PEOLC
principles embraces the
Ambitions for PEOLC
Framework, it makes sense to
align the implementation of
the new service model against
the 6 ambitions and the 8
building blocks.

It is important to recognise that
there is an All Wales SPC
service model and team
approach to children’s
services funded cenftrally and
that, while part of the central
Welsh team, this service will be
built upon locally through the
local initiatives outlined in the
following recommendations.

individual

care

co-ordinated

Honest and

=l well informed

conversations

Clear
expectations

|| Helping people

take control

Systems for

=1 patient centred

care

Access to
social care

=1 Integrated care

Good EolLC

— including

bereavement

wellbeing

Recognising and

prepared to care

prepared to help

Compassionate
and resilient
communities

Practical support

the dying person responsibilities

Community addressing di .
: o gdistress | ] Professional
partnerships whatever the Shared records - othos
cause
Unwavering Skiled ;
= commitment to lea assessmen : Knowledge
achieve equity | | andsymptom 1 Syrse‘rseprgr\:ége — based
management judgement
Population
= based needs o
assessment |_| Priorities for care of Clear roles and Awareness of

legislation

Public awareness

Person centred

=] oufcome Access to

Volunteers

More information on the building blocks to support the delivery of the ambitions for PEOLC
can be found here: https://endoflifecareambitions.org.uk/wp-
content/uploads/2015/09/Ambitions-for-Palliative-and-End-of-Life-Care.pdf

measurement J | | specialist palliative | || Everyone | | Support and
care when matters resilience
Using the data needed
| | to guide care
and drive
change Rehabilitative Continuity in | | Using new
palliative care partnership technology
[ Executive
governance

Ambitions for
Palliative and
End of Life Care:

A national framework for local action 2015-2020




Ambition 1 @

Each person is seen as an individual

_
Attain

I, and the people important to me, have opportunities to have honest, informed and timely conversations and to know that | might die
soon. | am asked what matters most fo me.

Those who care for me know that and work with me to do what's possible.

What we are doing and our plans in this area

Honest conversations

Clear expectations

Helping people take
control

Systems for patient
centred care

Access to social care
Integrated (joined up)
care

Good EOLC including
access to bereavement

2% /3%ervices

We will review the Scottish Training Framework for Palliative Care and consider adopting it across the
region. Inline with the 2019 NACEL audit, we will develop a training programme stemming from the
framework and roll it out across all staff across the region.

We will review and consider adapting and adopting the SWAN/Cygnet model in secondary care and in
the community (see appendix 4), and develop a workforce plan to support delivery, which is in line with
the Compassionate Cymru approach, across all ages which will provide further training to ensure staff
across the system have the skills and confidence to have conversations about death with individuals of
all ages and their families and carers.

We will provide individuals, families and carers with information and will develop an information booklet
for carers with information and advice on what to expect at the end of someone’s life.

In line with the 2019 NACEL audit recommendations:

«  We will continue to deliver ACP fraining to health, social care, 3@ sector and care home staff,
stressing the importance of involving families and carers in these conversations enabling them to
take control over their care plan.

+ Following Welsh Government guidelines, we willimplement the All Wales Advance and Future Care
Planning when it is ready. We will also explore the possibility of adopting the ReSPECT form as part
of ACP’s (See appendix 5) across health and social care and the development of a Hywel Dda
central care plan to share information.

We will review access to bereavement services and address any barriers to ensure fair access for all.
We will consider the outcome of the All Wales bereavement review and implement recommendation:s.
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Each person gets fair access to care Attal n
I live in a society where | get good end of life care regardless of who | am, where | live or the circumstances of my life.

What we are doing and our plans in this area

Community .
Partnerships

Unwavering .
commitment to
achieve equity

Population based
needs assessment
Person centred
outcomes
measurement

The use of data to
drive change .
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We will endeavour to understand where communities may not be accessing PEOLC and any barriers that
exist.

We will address inequalities and gaps in services and work with partners to overcome barriers e.g. access to
syringe drivers and medication.

Through the relevant workstream, we will review what elements of current adult service delivery (including
the role of pharmacists) algin with or are more advanced than the Midhurst Model (See appendix 6) and
ensure there is a consistent approach to delivery across the region, including the development of regional
standard service operating procedures.

We will address the inconsistent access to community equipment across Hywel Dda for palliative and end of
life care patients.

We will ensure a consistent approach to implementing the adapted SWAN/Cygnet model across the region
for children and adults.

We will agree a consistent regional approach to identifying those who are at the end of their lives.

We will monitor information to understand where people are dying and if people’s preferences are being
achieved.

We have carried out a population needs based assessment and will continue to work towards establishing a
HB approach to the collation of data and of person-centred outcomes in line with the all Wales movement
to adopt the OACC outcome measures for specialist palliative care. This will be built into our central
reporting mechanism process and we will be able to measure person-centred outcomes. We will align our
work with the All Wales Children’s Specialist Palliative care team to ensure reporting at a central All Wales
level.

Building on the best practice research, we will continue to gain insight and work with colleagues to identify
and spread best practice on end of life care.



Ambition 3 —

Maximising comfort and wellbeing Attain
My care is regularly reviewed and every effort is made for me to have the support, care and treatment
that might be needed to help me fo be as comfortable and as free from distress as possible.

What we are doing and our plans in this area

Recognising
and
addressing
distress
whatever the
cause

Symptom
management

Access to
services and
specialist
support
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Training delivered to staff and carers will include recognising the signs of distress.

As part of our approach to data collation, we will investigate adapting the NHS Wales Experience Questionnaire for
those receiving palliative and EoLC services; this will help us understand if comfort and wellbeing needs (including
physical, psychological, emotional and social needs) are being met in secondary care.

In line with the NACEL audit, we will increase training and education in managing symptomes for all staff (particularly
for carers and non specialist staff) and also further enhance the work already underway in accessing medications in
a fimely fashion in both secondary care and the community.

With partners we will develop flexible respite.

We will aim to increase training and education around the use of the Care Decisions Document to support care in
the last days of life.

We will carry out a demand and capacity modelling exercise to clarify patient and workforce need for all SPC
provision this will include the modelling of SPC bed demand in secondary care.

To ensure equitable access including access to hospital at home, we will deliver SPC for adults at a regional HB level
and consider utilising a similar approach to that of the regional Dementia Wellbeing Team and the All Wales
Specialist Palliative and EoLC Team for Children, so that specialists provide fraining advice and support on symptom
management for generalists e.g. care home staff, SALT, therapists, DN's and Social Care staff. Enabling 24/7 access
for advice and information for professionals, carers and patients needs to be addressed immediately.

The implementation of the adapted SWAN/Cygnet model will mean the inclusion of a 24/7 advice and support help
line for professionals and carers, enabling access to specialist, general and bereavement advice 24/7. The All Wales
SPC for Children are also about to roll out a similar service for those working with children across Wales.
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Care is co-ordinated < Attain

| get the right help at the right time from the right people. | have a team around me who know my needs and my plans and work
fogether to help me achieve them. | can always reach someone who will listen and respond at any time of the day or night.
What we are doing and our plans in this area

Shared records -

System wide
response

Clearroles and -
responsibilities

Everyone .
matters .

Continuity in .
partnership .
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We will work together to create a shared care plan that is accessible across partners (health, social care and 3
sector) systems and is owned by the patient and carer.

We will work as equal partners with GP practices and primary care, allied health professionals and secondary care,
to enable them to understand how they can best support end of life care.

Where appropriate, we will work with our partners to map day service opportunities across the region, identify any
gaps and work together to ry to address them.

We will develop a consistent approach to the delivery of MDTs across the Hywel Dda region and will support primary
care MDTs through, pharmacist, PEOLC representation to provide advice and help to the teams.

The children's SPC team will continue to be part of the All Wales Children’s SPC MDT and will share best practice.

The detail and role of the adults’ SPC team will be made clear following the mapping of services against the Midhurst
model and the subsequent development of a regional SOP for SPC. This will include mapping capacity and the
need for different settings to provide PEOLC.

Children’s SPC will be enhanced by the adapted SWAN/Cygnet model and a clear SOP will be developed ensuring
the lines of accountably, reporting and interface with the All Wales Children’s SPC service.

SOP development for children transitioning into adult services will improve co-ordination of care.
SOP development for the adult SPC service will improve the co-ordination of those with chronic conditions including
those living with dementia and learning disability.

We will work wherever possible to create a palliative and EoLC service offer that is consistent across the region.
We will work together across the system reviewing our processes to ensure people receive joined up services.

HDuHB Palliative and EoLC Strategy September 2021



Attain

Wherever | am, health and care staff bring empathy, skills and expertise and give me competent, confident and compassionate

care.

What we are doing and our plans in this area

Professional
ethos
Knowledge
based
judgement
Awareness
of legislation

Support and
resilience

Using new
technology

Executive
governance
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All staff across health, social care and 39 sector use an holistic, person-centred approach to assessments, care
planning and reviews. The needs of the carer will be considered at each step of the way.

The Health Board will commit to supporting both children and adult SPC services having protected time to deliver
education and will work with colleagues in primary and secondary care to support the release of generalist staff to
attend such training.

The new Adult SPC and Children’s SPC teams SOPs will include the requirement for staff to help frain generalist staff in
the community and secondary care in relation to some of the more complex elements of palliative care thereby
enabling the delivery of high quality palliative and EoLC.

Through the adoption and implementation of the Scottish Training Framework for Palliative Care, all staff will receive
formal training on EoLC legislation and the Mental Capacity Act 2005. Formal palliative and EoLC training will include
training on difficult conversations, negoftiation and overall resilience.

Teams will be required to keep a training log capturing a record of those trained.

We will build on the use of technology in the phase one report e.g. virtual/remote assessments and consultations,
remote monitoring of patients and are reviewing where more specialist roles may be needed. These need to be
developed with local providers but could include specialist roles in end of life care for people with learning disabilities.

In line with the NACEL audit recommendations, HDUHB have approved the recruitment of a clinical lead to work as
part of a triumvirate team to oversee the implementation of the new strategy through regional pooled budgets.

The Heath board should appoint a named pharmacist to support improvement of medicine management for
seriously il and dying patients in line with the Welsh Government and NHS Wales, 2017, Palliative and End of Life Care

Delivery Plan.

HDuHB Palliative and EoLC Strategy September 2021
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Attain

Death and dying are inevitable. Palliative and end of life care must be a priority. The quality and accessibility for this care will affect
all of us and it must be made consistently better for all of us. The needs of people of all ages who are living with dying, death and
bereavement, their families, carers and communities must be addressed, taking into account their priorities, preferences and wishes.
What we are doing and our plans in this area

Compassionate and resilient We will be active in supporting the hitps://compassionate.cymru/ Charter and the Welsh

communities Government’s ambitious project to make Wales the world’s first Compassionate Country and at

Volunteering neighbourhood and at street level we will form flexible teams which make the most of medical
and formal social care input by identifying and enabling community support in ways which
genuinely address the question, ‘What matters most to you?’ This will enable the adapted
SWAN/cygnet model roll out at neighbourhood level.

Practical support «  We will support the compassionate communities initiative and explore implementing
Compassionate Cymru across Hywel Dda and we will join up our services wherever possible to
maximise resources and reduce duplication of effort.

* Asidentified in our stakeholder workshops, there is a need to start conversations about death
and dying earlier. We will explore with partners what we can do to best support teachers and
staff working in children and young peoples’ services to start conversations with children and
young people.

Public awareness «  We will raise public awareness about death and dying, one way will be through Dying Matters
Awareness Week — focusing on the importance of being #InAGoodPlace to die.
https://www.dyingmatters.org/

HDuHB Palliative and EoLC Strategy September 2021
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https://compassionate.cymru/
https://www.dyingmatters.org/

Delivering the strategy ambitions through programme

management —
Attain

Building on the new PEOLC programme approach, implemented following the key outcomes from the discovery phase, this next
phase of work in relation to PEOLC will take place over a 5 year period with infegrated service transformation and continuous
improvement, utilising a key workstream and deep stakeholder engagement approach.

What does good programme management look likee  __—~
== Attain

Financial
Management

Vision,
Leadership
and Culture

HDuHB Palliative and EoLC Strategy September 2021

32
32/38



Approach to implementing the PEOLC strategy
ambitions and new model of care J

Hywel Dda PEOLC Service Transformation Programme Attal

Strategy implementation overseen by strong governance and programme management

Ambitions for
Palliative and
End of Life Care:
o PEOLC -
g priorities
B———— Stakeholder Engagement \ aligned to “ Stakeholder Engagement

AN

Continuous service improvement underpinned by good data and business infelligence

HDuHB Palliative and EoLC Strategy September 2021
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Proposed workstreams to deliver the PEOLC strategy __

PEOLC Transformation Programme Attaln

Strategy development and implementation overseen by strong governance and programme management

Programme

prionlies - e 4 management
and culture of

aligned to
workstreams

working
together and
sharing best .

practice
W 3
\ PEOLC v
workforce

development
and tfraining

Stakeholder Engagement

Stakeholder Engagement /

Continuous service improvement underpinned by good data and business intelligence

Period of PEOLC transformation is 5 years.

HDuHB Palliative and EoLC Strategy September 2021
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Proposed Delivery Approach: Portfolio Management —
P y APP g =

The PEOLC priorities are in line with the Ambitions for Palliative and EoLC National Framework, the 2019 NACEL audit and builds on the initial CorA:I'ot\aln
improvement programme. Any outstanding work from the continuous improvement programme will be merged with the appropriate workstream within this

new programme of work. The PEOLC priorities will be overseen by the triumvirate within the Health Board PEOLC steering group and each portfolio will be led
by an SRO from across the system. However, the whole programme of work will also be overseen by the WWCP. Resources will need to be idenfied over the

life of the programme to enable continuation of service delivery whilst frontline staff work to design and develop the services.

Aim

Priority Areas

35
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PEOLC

transformation

Implement priorities stemming from the PEOLC
strategy that relate to achieving each person
gets fair access to care.

SPC service mapping and development of a
new regional SPC service including a transition
SOP between Children’s and Adults’ services.
The use of technology will be built into the new
service.

Development of PEOLC model for the region
with supporting business case, using the best
practice principles from the SWAN and Midhurst
models.

Development of bereavement servicesin line
with the All Wales Bereavement framework.
Implementation of the PEOLC strategy
recommendations in relation to service
transformation.

HDuHB Palliative and EoLC Strategy September 2021

Workforce development and training

Implement priorities stemming from the PEOLC strategy
that relate to achieving maximising comfort and
wellbeing.

Adaptation of the Scottish Palliative and EoLC
training framework and development of
implementation plan

Development of a workforce plan to support service
transformation delivery

Continuation of ACP training

Implementation of the All Wales Advance and
Future Care Planning when ready and development
of a central care plan (across frailty, dementia and
PEOLC

Implementation of the PEOLC strategy
recommendations in relation to workforce
development and tfraining.

Implement priorities stemming from the PEOLC
strategy that relate to a uniformed approach to
collection business intelligence and outcomes.

» Population needs, workforce and demand
and capacity modelling for new regional SPC
with supporting business case.

» Data driving change — development of a
reporting dashboard and development of a
new job description for an analytics role
PEOLC.

* Implementation of the PEOLC strategy
recommendations in relation to Bl and data.






