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Al't is our Vvision that those f a
end of life and those who are dying have the care they need,
when and where they need it, and that this care is delivered with
compassionate attention in a way that is person  -centred and
ensures dignityo

(TayPEOLC MCN, 2017)
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Section 1 Executive s ummary

During its second year the Tayside Palliative and End of Life Care (TayPEOLC) Managed
Care Network (MCN) has continued to grow. It has strengthened established links and forged
new partnerships across all care sectors, at an operational and strategic level. The
TayPEOLC MCN aims to engage and collaborate with colleagues to improve palliative and
end of life care wherever this is provided such as in-patient settings (acute, community
hospital and hospice), as well as in a persons home including a care home. The Network
connects across the full continuum of need and relates to children's and adult palliative care
irrespective of age, stage, diagnosis or prognosis.

This annual report demonstrates the breadth of activity which has taken place over the last
12 months within each of the MCN subgroups covering Data & Audit, Education, End of Life
Care, Non Cancer Palliative Care and Research. The MCN has also collaborated with
colleagues on a number of exciting projects such as those focusing on improving dementia
care in care homes, the development of breathlessness management resources and the
establishment of compassionate communities.

This report has been delayed in its publication due the COVID-19 pandemic. What has been
clear however during this time is that the relationships already established through the
Network has facilitated purposeful and timely responses to help deal with the challenges
faced in providing palliative and end of life care. The MCN has enabled the provision of
advice, guidance and support to colleagues at a local, regional and national level in recent
months. The MCN will continue to provide this support as well as looking ahead to the next
year and the priorities ahead to improve palliative and end of life care for the people of
Tayside.

Section 2 Foreword

The palliative and end of life care managed care network has gone from strength to strength.
Palliative care retains a high profile across NHS Tayside, getting the best evidence into
practice for everyone who may benefit, while retaining a compassionate focus on individuals
and their communities. Through a wide range of educational opportunities, innovation,
research and quality improvement approaches, the MCN continues to drive forward
improvements. The breadth and depth of work described in the report across 2018-19 has
stood Tayside in good stead as we faced the COVID-19 pandemic. Key to this has been the
good relationships we have fostered across Tayside, | am proud to have been part of that
team.

Alison Clement, Associate Medical Director, Angus Health and Social
Care Partnership/ GP Partner i Network Chair
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Section 3 Introduction

This is the second annual report of the TayPEOLC MCN. It captures the breadth of activity,
engagement and partnership working during that time. It provides a vehicle for enhanced
collaborative working, facilitating the sharing and spreading of ideas and learning with the aim
of improving the quality of palliative and end of life care (PEOLC) across all care settings for
the populations of Tayside. The MCN links together the Health and Social Care Partnerships
of Angus, Perth & Kinross and Dundee, NHS Tayside, Tayside Specialist Palliative Care
Service (SPCS), the independent care sector, voluntary sector, the University of Dundee,
members of the public and carers.

This year has seen an important development for the MCN with the appointment of a
Macmillan Nurse Consultant for PEOLC for Tayside. This post which will provide strategic
nursing leadership and expert professional advice in PEOLC for all conditions aligned to the
National PEOLC Strategic Framework for Action commitments and related policies, provide
additional leadership of the MCN, enhance PEOLC education and bring evidence to practice.
The post holder will be an Honorary Research Fellow, with the University of Dundee.

This year also saw Deans Buchanan (Consultant in Palliative Medicine/Lead Clinician NHS
Tayside and Dundee Health and Social Care Partnership) take up a national role as Palliative
Medicine Speciality Advisor to the Scottish Government Health & Social Care Directorates
(SGHSCD) and the Chief Medical Officer (CMO). Another exciting and important
appointment.

Section 4 Population Profile and Projections

The population of Tayside continues to grow and projected figures show that this will continue

until 2023.
Tayside population projections 2018 -2043
Projected Population (Number)
NHS Tayside | 2018 2023 2028 2033 2038 2043

416,080 416,817 | 416,267 | 414,787 | 412,125 409,348

Source: National Records of Scotland(NRS) Projected Populations Report-2018 Population Estimate Based
(Released March 2020)

Furthermore those in the older age group, over 75 years, will show the largest increase as
shown in the diagram below.
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In Scotland around 54,000 people die each year and over 200,000 people are significantly
affected by the death of a loved one. It is thought that up to 8 out of 10 people who die have
needs that could be met through the provision of palliative care. (Strategic Framework for
Action on Palliative and End of Life Care, Scottish Government, 2015).

Tayside Residents: Premature (<75 years) Mortality by Main Cause of Death, 2018

All Other Causes;
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Source: National Records of Scotland - Total number of deaths <75 years = 1,619
The MCN Data & Audit Group published a report in February 2019 i Using data to describe
mortality in Tayside over a one year period 2016-2017. The report describes mortality using
existing data sources, with a particular focus on the people who are high users of hospital
care in the final weeks and months of life. This included a cohort of people who spent more
than 10% of the last 6 months of life in hospital and refers to all potentially expected deaths
during the period 1% April 2016 to 31 March 2017. The report found that there were 4407
potentially expected deaths in Tayside. These deaths were analysed by cause and place of

6
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death, including some standardisation for age and sex.
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The report also found that 32% of all potentially expected deaths in Tayside were at home,
40% were in hospital, 19% in a care home and 11% in a hospice or palliative care unit.
There were some locality differences in place of death; more deaths occurred in a
hospice/palliative care unit in Dundee (12%) compared to both Perth and Kinross (9%) and
Angus (6%), where deaths were more prevalent in a care home setting (both 20% compared
to 15% in Dundee). The locality with the lowest percentage of deaths in a hospital setting
was Perth and Kinross (38%).

Place of death by locality
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Of the 4407 people who died in Tayside between 2016 and 2017 from a potentially expected
death, 1411 (32%) spent more than 10% of their last 6 months of life in hospital. Patterns of
accessing services it was found may vary depending on the primary disease which leads to
death.

Cause of death by place of deat
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The report can be seen in full here:
https://www.ahspartnership.org.uk/ahsp/taypeolc/palliative-and-end-of-life-care---data-and-audit
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Section 5 Strategic Context

The work of the MCN is guided by Scottish Government policy strategies which support
service improvement in palliative and end of life care. These include:

Strategic Framework for Action on Palliative and End of Life Care 2016-2021, Scottish
Government (2015)
https://www.gov.scot/publications/strategic-framework-action-palliative-end-life-care/

The Strategic Framework sets out the approach and shared vision for the people of Scotland
- By 2021, everyone in Scotland who needs palliative care will have access to it.6

This will mean:

1 Access to palliative and end of life care is available to all who can benefit from it,
regardless of age, gender, diagnosis, social group or location.

1 People, their families and carers have timely and focussed conversations with
appropriately skilled professionals to plan their care and support towards the end of life,
and to ensure this accords with their needs and preferences.

1 Communities, groups and organisations of many kinds understand the importance of
good palliative and end of life care to the well-being of society.

It includes outcomes and ten commitments (see Appendix 1) to support improvements in the
delivery of palliative and end of life care across Scotland.

Strategic Commission ing of Palliative and End of Life Care by Integration Authorities
Scottish Government (2018)
https://www.gov.scot/publications/strategic-commissioning-palliative-end-life-care-integration-
authorities/

Palliative and end of life care is a delegated function to each of the Partnerships in Tayside.
This advice note aims to inform future iterations of strategic commissioning plans,

and any specific plans developed by Partnerships in respect of palliative and end of

life care. Health and social care integration puts people at the centre of commissioning
decisions, and is a core aspect of public service reform in Scotland. Planning,

designing and commissioning services in an integrated way, from a single budget,

allows Partnerships to take a joined-up approach and to ensure people get the right care and
support for their individual needs.

Health and Social Care Delivery Plan, Scottish Government (2016)
https://www.gov.scot/publications/health-social-care-delivery-plan/

This delivery plan sets out the framework and actions needed to ensure that health and social
care services are fit to meet requirements and the framework to achieving the vision for
PEOLC that by 2021, we aim to: Ensure that everyone who needs palliative care will get
hospice, palliative or end of life care. It emphasises the importance of reducing health
inequalities and treating people closer to home.

Practising Realistic Medicine: Chief Medical Officer for Scotland annual report (2018)
https://www.gov.scot/publications/practising-realistic-medicine/

The Chief Medical Officer's third annual report focuses on applying a personalised, patient-
centred realistic medicine approach with people through shared decision making. It states

8
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that healthcare professionals should guide and support people to make an informed choice
based on what matters most to them.

National Clinical Strategy for Scotland (2016)
https://www.gov.scot/publications/national-clinical-strategy-scotland/

The Strategy makes proposals for how clinical services need to change in order to provide
sustainable health and social care services fit for the future. The Strategy sets out the case
for:
1 Planning and delivering integrated primary care services, like GP practices and
community hospitals, around the needs of local communities
1 Restructuring how our hospitals can best serve the people of Scotland
1 Making sure the care provided in NHSScotland is the right care for an individual, that
it works, and that it is sustainable
1 Changing the way the NHS works through new technology.

Implementing Integrated Cardiac Supportive Palliative Care across Scotland (2019)
http://www.heartfailurehubscotland.co.uk/palliative-and-supportive-care/

The heart failure palliative care implementation programme promotes a patient centred,
specialist heart failure and palliative integrated community approach to service redesign. The
focus of the programme willbethed evel opment and e mbaemudpdriemsgof
careo whi:ch include

. Early identification

. Clinical assessment and assessment tools

. Care planning and anticipatory care planning

. Communication & coordination of care including the role of IT

. Multi Disciplinary Team working

. Development of functional integrated care teams across primary and secondary care

OB WN -

Section 6 TayPEOLC MCN Aim & Objectives

6.1 Aim

The MCN aims to work across traditional boundaries to support the planning and delivery of
consistent, equitable, high quality services to meet the needs of patients and their families. It
brings individuals and organisations together who wish to see good end of life care and good
palliative care accessible to all in Tayside i where and when it is needed. When faced with
the reality of deteriorating health, death and bereavement, people of all ages need many and
varied things from their communities, their families, their friends, the NHS, social care
services, charitable organisations and other formal services. The Network remit extends
across all settings, whether someone is living at home, in a hospice, in a care home, in a
hospital ward, in A&E or in intensive care. It connects across the full continuum of PEOLC
needandi t rel ates t o opdilativeccareimedpective of dge,sstdge, diagnosis
or prognosis. The MCN aims to be accountable at a population and community level.
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The TayPEOLC Managed Care Network will:
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1 Ensure the MCN is guided by the MCN Core Principles (HDL, 2007), the
NHSScotland Quality Strategy (2010) and CEL 29 (2012) MCNs: Supporting
and Delivering the Healthcare Quality Strategy

91 Develop a purposeful, integrated and person-centred approach to audit and data
collection which takes cognisance of local, regional and national priorities for
improvement and performance review

1 Support the development of a coordinated approach to the delivery of education and
training in palliative and end of life care knowledge and skills

1 Support and /or undertake high quality palliative and end of life care research and
ensure that research knowledge is translated into care settings to improve the quality
of care of persons with palliative and end of life care needs

1 Facilitate development and improvement across all care settings in order to deliver a
high quality service which is person-centred, safe and effective

1 Facilitate integrated and collaborative working between all care sectors and settings
and the public to ensure care is delivered in a way which is high quality, holistic and
person-centred

6.3 Structure
Lines of reporting and accountability for the Network:

Tayside Populations and Communities

Tayside Health and Social Care Partnerships, Local Authorities and NHS Tayside

1]

Tayside Palliative and End of Life Care (PEOLC)
Managed Care Network (MCN)

Wide-broad membership
Connected: information, collaboration, education, website, annual meeting

TayPEOLC MCN Steering Group

Chair, MCN Clinical Leads, Subgroup Leads, PEOLC HSCP Leads, Children and
Young People, Independent Sector, Lead Nurses, AHPs, Spiritual Care and
Social Care

TayPEOLC Sub Groups

Data & Audit, Education, End of Life Care, Non-Cancer Palliative Care, Pharmacy and
Research

10
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Section 7 MCN Groups

7.1 MCN Steering Group

The Steering Group celebrated the first year of the TayPEOLC MCN. Full membership of the
group can be seen in Appendix 2.

This was an opportunity to reflect on the significant
achievements during this time and to agree the priorities
for 2019-2021 which is captured in the MCN Workplan.
PEOLC MCN Steerin
Group Workplan 2019

The MCN has a number of active subgroups with

— . enthusiastic and committed members focused on
specific objectives and workstreams aligned to those. Each group has its own Terms of
Reference and Workplan. These groups cover:

Data & Audit

Education

End of Life Care

Non Cancer Palliative Care
Pharmacy

Research

=A =4 =4 =4 -8 4

7.2 MCN Sub-Groups

7.2.1 Data & Audit

The overarching aim of this subgroup is to develop a purposeful and integrated approach to
audit and data collection, with cognisance of local, regional and national priorities for
improvement and performance review. The activity of the group is aligned to regional and
national objectives for improving the quality of PEOLC. The Strategic Framework for Action

(Scottish Government , 2015) included a ¢
collection, analysis, interpretation and dissemination of data and evidence relating to needs,
provision, activity, i ndi cator s and outco

Significant progress has been made this year in respect of the following areas:

Tayside Regional Mortality Analysis 2016 -2017

A group of clinicians, data analysts and strategic officers have been working collaboratively to
identify and describe data relating to PEOLC in Tayside. An initial focus on describing
mortality over a 1 year period across Tayside using existing data sources was agreed, with a
particular focus on the people who are high users of hospital care in the final weeks and
months of life. This includes a cohort of people who spent more than 10% of the last 6
months of life in hospital. The purpose of this report is descriptive; it aims to provide a
platform for considering how data can be used to identify trends and potential targets for
more detailed analysis and review. The report refers to all potentially expected deaths during
the period 1st April 2016 to 31st March 2017.

11
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Additional analysis of this report will now be undertaken, including condition specific data and
deaths in community hospitals. The Data & Audit Group will consider the findings of the
report and the priorities for future data collection and reporting. A vision for routine annual
reporting of key data outputs relating to mortality in Tayside is expected, so that trends over
time can be identified and reviewed.

This report has been shared with the TayPEOLC MCN Steering Group, Scottish Government
and Healthcare Improvement Scotland colleagues. Tim Warren, Policy Lead - Palliative &
End of Life Care, Scottish Government and the Principle Information Analyst, Health & Social
Care Team, ISD met with members of the MCN Data Group on 20th June 2019 to discuss
the outputs from the report. They were very impressed stating that this was a good starting
point on which to build the detail which could be useful to inform partnership commissioning
plans. The full report can be viewed by following the link below:

https://www.ahspartnership.org.uk/ahsp/taypeolc/palliative-and-end-of-life-care---data-and-
audit

Tayside Specialist Palliative Care Se rvices (SPCS) Minimum Dataset

The Minimum Dataset (MDS) captures key information about referrals to Tayside SPCS
(service activity) and patient characteristics/complexity eg. via the Integrated Palliative Care
Outcome Scale (IPOS). Work has continued to support local implementation of the MDS
within EMISweb using educational initiatives aimed at ensuring standardised data entry
including the development and dissemination of a user protocol. Benchmarking of data
reports extracted from EMIS web with existing data sets has been undertaken to ensure
accuracy and reliability of data. Reporting structures for the MDS by the Business Unit are to
be developed and refined.

Implementation of IPOS continues across specialist palliative care sites in Tayside however it
has been highlighted that some challenges may arise with IPOS implementation in different
care settings.

Disseminate work relating to PEOLC Audit/Quality Improvement (QI) within MCN Network and

other stakeholders

The SPCS Audit & Quality Improvement Groups in Perth & Kinross and Dundee & Angus
continue to meet regularly. There are plans to have an integrated Tayside SPCS Audit
Meeting and a Clinical Effectiveness Event to share learning and good practice.

For further information about this subgroup please visit the TayPEOLC MCN Website:
http://www.ahspartnership.org.uk/ahsp/taypeolc/palliative-and-end-of-life-care-data-and-audit

7.2.2 Education

The education group aims to support the development of a Health and Social Care workforce
which is able to deliver high quality palliative care to all those that need it, regardless of a
diagnosis or place of care. It leads and supports the planning and development of integrated
palliative care education provision across Tayside. The group meets regularly to review the
regional workplans and agree priorities. Highlights this year include:

1 Core education programme in place i further details can be found via the link below
http://staffnet.tayside.scot.nhs.uk/OurWebsites/Palliative CareEducationUnit/index.htm

1 E- learning resource developed

1 Education mapping has been completed against the Enriching and Improving

12
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Experience Framework (NES, SSSC 2017)

1 Foundations in Palliative Care (FIPC) education programme remains a priority work
stream and is part of the core education programme for 2019. This is nhow mandatory
training for Dundee City Council social care staff and embedded into practice
facilitated by a dedicated trainer

§ Training delivered for the HIS QI Dementia Project, Dundee HSCP which aimed to
improve palliative care pathways for people living with dementia. As part of this 2
senior social carers successfully delivered the FIPC package in one of the care

homes
1 GP evening education events continue 1 Palliative Care and the Frail, Elderly Person
1 Communication skills in PEOLC (University of Dundee) 1 clinical skills

training/simulated patient scenarios embedded into the medical students university
training curriculum

1 Two practice education facilitators have been appointed and will be welcome
additions to the team providing support to deliver the education programme

Tayside Palliative Care Service Bi i Annual Conference

6Community Palliative Car e: Who 29" AugusH @019) s
The purpose of this conference was to explore the challenges faced by teams in delivering
holistic care across fouheumiantéleina 6 & c @ mwwm
hospicebs and hospitals. T h e erein tvee plemary asession

including national clinical leads. In the afternoon delegates heard complex case reviews and
were then able to discuss these in small groups. A reflective space was open to delegates
throughout the day allowing delegates to share their thoughts on the current challenges/
barriers to delivering quality palliative care.

Perth & Kinross Palliative Care Education Project (commenced June 2018)
This project aims to take an integrated and collaborative approach to support the
development of a health and social care services workforce in Perth and Kinross who are
knowledgeable and skilled in the provision of palliative and end of life care. The project has
focused:
1 Joint palliative care training provision for social care, health and care home support
workers (commenced in 2019). This is atwo day course based on the Macmillan
FIPC. The days are co-facilitated by trainers from Palliative Care and the Perth &
Kinross Learning & Development team
1 Project ECHO began in July 2019, using video technology to form networks of
learners/communities of practice. It uses a hub and spoke model where the hub is the
palliative care team and the spokes are the participants. This provides learning and
support with the goal of improving decision-making by collaborative problem solving.
A community hospital pilot with ECHO was completed and evaluated well. There are
also plans to set up a care home ECHO group
1 Education about Non-Cancer Palliative Care was delivered to primary care teams as
part of their protected learning time sessions
f  The Lunch and Learn programme for community nurses continues and two additional
evening education events were hosted for Perth & Kinross GPs
1 Support for implementation of the Palliative and End of Life Care Bundle was provided
through a series of workshops for community nurses in February 2019

Angus Health & Social Care Parternship (H SCP)
Local education initiatives have been taking place in Angus HSCP and include:
Interactive lunch and learn sessions
1 Feedback on education and development needs obtained from community nursing

13
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teams

1 Education focusing on difficult conversations and loss, grief and bereavement has
been delivered across localities. As part of this a successful study day was held (29™
Oct 2019) with the aim of increasing knowledge, skills and confidence in relation to
issues surrounding caring and supporting people at this time. This event was open to
all health and social care staff working in Angus and evaluated well

1 Macmillan Angus Education Project - a Palliative Care Project Nurse has been
appointed for 23 months to help embed the Integrated Palliative Care Standards into
practice across all care sectors

For further information about this subgroup please visit the TayPEOLC MCN Website:
http://www.ahspartnership.org.uk/ahsp/taypeolc/palliative-and-end-of-life-care-education

7.2.3 End of Life Care
The purpose of this group is to work in partnership, with all who are involved with caring for
those who are living with advanced iliness, those who are moving in to the last weeks and
days of life and those who are dying so that they have the care they need, when and where
they need it. This includes care delivered in all settings and the support of families and
carers. The gr oup©ss ufpopcourst iismptroovements i n peop
loved ones last hours, days or weeks of life by:
1 Identifying and supporting selected projects brought to the group
1 Ensuring close integration of work with colleagues in health, social care, the
independent and voluntary sector
9 Facilitate the sharing of learning from projects with colleagues in Tayside and more
widely as appropriate

Angus Care Home 6Just I n Cased6 Medicines Audit

Colleagues in Angus HSCP have been undertaking work to reduce medicines waste in the
community. The current slyskih €ans eféo r metdhiec i m
identified as a potential source of this waste. These issues were brought to the group and it
was agreed that an audit would be the most suitable way to help explore the issues in more
detail. An initial audit was carried out in one care home in February 2019. The aims of the
audit were to:

A Determine the appropriateness of having anticipatory medication prescribed

A Identify the length of time anticipatory medications were in place

A Highlight any issues in relation to safe and secure handling of these medications
A Calculate any wastage of medications and the cost this entails

There followed 4 further audits in care homes across Angus. Education sessions were
provided to care home staff and played a key part of this work, including the use of the
Palliative & End of Life Care Bundle. Re-audits were conducted once the education sessions
were completed and recommendations made to improve processes.

Carers Support Group

The nursing team in Angus Day Services developed a 6 week carer support programme.
These are group-led discussions which originally had been designed to provide education
and support to enable the carers to continue in their caring role. However it quickly became
clear that the group was actually seeking emotional support and the sessions were adapted

14
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accordingly. Those attending were keen to find out more about Will Making and Power of
Attorney as well as to have the opportunity to share stories. The first two programmes were
well evaluated by the carers who attended and further sessions are planned.

Community Referrals - Ensuring Continuity of Care & Administration of Medications

A short life working group was established in August 2019 to improve the seamless
movement between primary and secondary care for patients across Tayside and focus on the
community discharge process. The aim was to ensure syringe driver medications are
administered in a timely manner to patients at the end of life following discharge. This group
brought together key stakeholders from primary and secondary care including pharmacists
and provided the opportunity to share current practices and protocols. It was agreed that a
Standard Operating Procedure, based on the discharge checklists already in use in
Roxburghe House and Oncology (Ninewells Hospital), would be developed and that
documentation would be agreed for use in a test site in the acute hospital setting to go home
with the patient at time of discharge. Training requirements for all staff were to be identified
as a result of introducing this new SOP and a Test of Change would be undertaken using the
new SOP. Implementation would be monitored and an evaluation conducted. It is hoped that
this new process will be adopted and rolled out to other areas within the hospital.

Audit of delayed discharges for patients at end of life
Two audits have recently commenced led by Dr Elinor Brabin with the support of junior
doctors in Roxburghe House looking at:

1 People who die in hospital whilst on the discharge register waiting to get home for end
of life care or waiting for a package of care. The aim would be to reduce the number
of failed discharges

1 Patients admitted to the Acute Medical Unit and Emergency Room in the last week of
life. The aim is to identify if by providing more information and correct signposting this
could help prevent patients being admitted through these routes unnecessarily at end
of life.

The results of these audits will be brought back for discussion to the End of Life Care Group
in due course.

7.2.4 Non-Cancer Palliative & End of Life Care

The newest of the MCN subgroups held its first meeting in October 2018. The main aim of
the group is to act as a professional forum, which supports improvements in the quality of
PEOLC for people with non-cancer disease and their families. Interest and membership
continues to grow and now includes a wide range of colleagues working with disease specific
groups and also representation from primary and community care in each of the
Partnerships. These meetings bring people together to learn and support eachother through
shared experience and help to build a sense of momentum around palliative and end of life
care as part of the wider TayPEOLC MCN. It also supports enhanced collaborative working
which facilitates the sharing and spread of ideas, identifying and prioritising areas to improve
access and equity of high quality palliative care to all individuals with chronic and non-cancer
conditions. The group has been looking at:

1 Anticipatory Care Planning (ACP) - In order to understand other work already
underway in NHS Tayside around ACP, Deirdre Cameron, Patient Safety
Improvement Adviser, NHS Tayside attended a meeting of the group to provide an
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update on the Deteriorating Patient Community Groups and the Care Home
Improvement Group to see how the work of this MCN subgroup can also be linked in
and look towards improvement in ACP in PEOLC for patients with cancer and non
cancer in all care settings

1 The Heart Failure Palliative Care Implementation Programme has been designed to
improve the palliative needs for heart failure patients. This includes developing an
ACP for patients and using tools to assess symptoms. Tools used for symptom
assessment and ACP in the Renal Supportive Care service have been shared with
the Heart Failure team and they have also offered to share their experiences as
regards improved patient outcomes

T Workshop held 25™ February 2019 -6 Per specti ves i nThiPwash
highly successful workshop with 65 delegates attending. This provided the opportunity
for individuals and services to come together and share their work. There were a wide
range of presentations focusing on palliative care and some of the challenges faced in
caring for patients with heart failure, respiratory disease, renal disease, motor
neurone disease, movement disorder, learning disability, frailty and dementia. It was
clear that there is a lot of good practice and progress being made to deliver seamless
care across the specialities. The main themes emerging from the discussions centred
on the need for more direct support and education in symptom management and
advanced care planning, as well as the need for equity and multidisciplinary
team working.

A Exploring further collaborative work with other non-cancer groups and palliative care:

(a) Meeting held with clinical staff from Pulmonary Fibrosis / Cardiology, Clinical
Care Group Manager from Medicine and member of Finance team for
Medicine to discuss how palliative care could develop similar model to Renal
Supportive Care model to improve patient outcomes in cardiology and
pulmonary fibrosis and determine cost-effectiveness.

(b) Meetings with vascular teams to look at how collaborative working may
Improve the palliative needs for patients with advanced vascular disease.

(c) Paper published showing benefits of collaborative working between palliative
care and renal:

Douglas CA, Sloan J, Cathcart S, Lafferty ME et al 'The Impact of a Renal Supportive
Care Service on symptom control, Advance Care Planning and place of death in
patients with advanced chronic kidney disease managed without dialysis', British
Journal of Renal Medicine 2019; 24(3):60-65

(d) Development of Breathlessness Management Resources in partnership with
the Respiratory MCN (see Section 8.5 for further details)

For further information about this subgroup please visit the TayPEOLC MCN Website:
http://www.ahspartnership.org.uk/ahsp/taypeolc/taypeolc-non-cancer-palliative-care

7.2.5 Pharmacy
The Tayside Gommunity Pharmacy Palliative Network supports individual practitioners to
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deliver high quality pharmaceutical palliative care to the local population irrespective of care
setting.

Community Pharmacy Palliative Care Pharmacists carry a recommended stock of palliative
care medicines and provide specialist advice to all other Community Pharmacists and other
appropriate health care professionals as and when required based upon individud patient
need. The overall aim is to ensure that people can access palliative care medicines at the
appropriate time to enable them to remain in their own home if desired.

The Network provides annual education updates and support including evening update
sessions to community and locality pharmacy technicians and support staff. Presentation
topics this year included: The Palliative & End of Life Care Bundle, Day Care Services in
Tayside, Managing Complex Pain and the Role of the Chaplain in PEOLC. Presentations and
workshop materials are available on the TayPEOLC MCN website.

The Pharmacy Network arranges and delivers one to one community pharmacist half day
visits to their local Specialist Palliative Care Service for those undertaking their independent
prescribing qualification where the focus is pain management, for those who are new to the
Network or unable to attend annual update days.

Further information regarding the network is available on the TayPEOLC website:
http://www.ahspartnership.org.uk/ahsp/taypeolc/palliative-care-pharmacy-network

7.2.6 Research

This is a collaborative transdisciplinary group undertaking high quality palliative and end-of-
life care (PEOLC) research. This work takes place within and across homes, hospitals,
hospices and communities and aims to ensure that research knowledge is translated into real
world settings to improve the quality of care of persons with PEOLC needs and the quality of
life for carers/family and enable a good death for those at the end of life.

The Research Group has an extended leadership base which includes the Professor of
Health Sciences (University of Dundee), Senior Nurse for Research & Development (NHS
Tayside), a GP Academic Fellow (NHS Tayside) and a Consultant in Palliative Medicine,
(NHS Tayside) who has recently joined the group as Co-lead. Once in post the new Nurse
Consultant for Palliative & End of Life Care will also have an Honorary Research Fellowship
with the University of Dundee and add to the leadership of this group.

A number of Research Skills Workshops were held this year with the aim of enhancing
confidence and knowledge in starting research in PEOLC and also to build increased
research activity in Tayside. The workshops were well evaluated and covered:

Qualitative Research

Quantitative Research

Communication Skills

Ethics in Palliative Care (including making an application to the Research Ethics
Committee)

=A =4 =4 =

The Research Group Leads have identified priority areas on which they wished to focus:

1 Engage with stakeholders
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Develop of a community of practice

‘IT Provide support for novice researchers to undertake literature reviews, grant writing
and small research projects

91 Development of collaborative proposals /grant applications

Explore funding to support early career/novice researchers

Facilitate dissemination and knowledge mobilisation

=A =4

Research activities this year included:

Submission/ acceptance for publication of articles on PEOLC

Posters accepted for conference and abstracts.

Mind the Gap grant submissions

A new PhD student started in Sept 2018. This research will focus on ACP for people

with dementia across Tayside. Another student is finalising their thesis on palliative

care in Nigeria

9 Establishment of joint research and scholarly connections of mutual benefit with a
colleague in Kenya

1 Research ideas in consideration i compassionate communities/digital storytelling

1 Finalising of the Scottish Universities Insight Institute research on 6 Tr an s i
Palliative and End of Life Cared

9 Care of the frail older person in diverse settings - ongoing project (Antonia Lannie)

1 An evaluation (with Lynn Griffin) of the End of Life Care Exhibitions aimed at raising
awareness of death and dying with nursing students at Dundee University, collected
data and have begun analysis - ongoing

1 Circulation of funding opportunities

1 dractors affecting use of unscheduled care by people with advanced cancerd i
research paper accepted for publication

1 Chapter on pain epidemiology for t h édandbook of Pain and Palliative Care:

Biobehavioral approaches for the Life Course6  wpaldished June 2019

= =4 -4 =4

Planned for early 2020

A series of facilitated workshops for a team to undertake a literature review of the
psychological care needs of people receiving palliative care and the interventions that are
most effective in supporting these needs.

For further information about this subgroup please visit the TayPEOLC MCN Website:
http://www.ahspartnership.org.uk/ahsp/taypeolc/palliative-and-end-of-life-care-research
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Section 8 Childrendés Palliative Care Wit
Qur vision of childrenés palliative car ei A e@uy

to Childrenosi (4 &ditbn)ati ve Car e
https://www.togetherforshortlives.org.uk/wp-content/uploads/2018/03/TfSL-A-Guide-to-
Children%E2%80%99s-Palliativei Care-Fourth-Edition-5.pdf

0 We continue to offer medical, nursing, emotional, practical, spiritual and psychological support to
children and their families.

0 We liaise with education, social work, voluntary sector and CHAS.

0 Although the service primarily covers onco
where necessary advise other specialities within paediatrics.

(@]

Followingon fromlast year we have successfully rolled

0 Nationally, the complex needs / palliative care service are working with NHS Scotland, National
Specialist and Screening Directorate (NSD) and other partners within the CEN network to establish
number of children within a specific health board with a particular condition. Information collated
will assist in identifying gaps in services and identify potential associated medical conditions.

0 Locally, the complex needs/ palliative care service have produced a pathway to assist in the
identification of young people who would be leaving school and transitioning to adult services. A
pilot of the pathway was commenced in 2 schools within Tayside which cater for children and
young people with complex health care needs or a life limiting condition. The aim is to commence
transition 2 years before the YP leaves school. Working with Education Department s in the
locality, a leaving date is identified and agreed by all concerned with the Young Person including
parents /carers. This allows for preparation, identifying actual and potential nursing needs,
identifying appropriate adult medical specialities, who supplies appropriate equipment (suction
machines etc), and who organises repairs or annual checks to equipment . We are working with
the Acute Adult LD Liaison Nurse. A full review of the pilot will take place June 2021.

Section 9 Quality Improvement & Service Development in PEOLC

9.1 Truacanta Project i a public health approach to PEOLC

The Truacanta Project is a new initiative being run by the Scottish Partnership for Palliative Care
and funded by Macmillan Cancer Support. The purpose of the project is to support local
communities across Scotland who are interest
experiences of death, dying, loss and care.

-\—\L\Q‘\f\'ﬁea,&\ ﬁ
dﬂr’d" )01‘5‘(\5‘
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Having been successful in the first stages of the application process In August 2019 the MCN

joined up with other interested groups in Perth & Kinross HSCP, to f orm aTruacman
Perthshire and together they will submit a full application to be part of this project in December

2019. The vision is that Perthshire is known as a place where practical kindness, support and

openness of dialogue is present and accessible for those who have experienced loss, death,

bereavement or grief.

Four 06 c o mim8aootiandiwidl bedchosen from the 11 original applications and if successful
have access to 2 years support from a community engagement coordinator who will help to get the
project started and become sustainable. To inform this application an engagement event in the
Civic Hall, Perth is planned for 15" November 2019 under the banner of the annual national event
0 To Abs e n tThiskwillipevidd anbopportunity to engage with local people about how they
might view improving the experience of loss, death, dying and bereavement in Perthshire. The
event is to include an exhibition celebrating traditions, photographs, music and poetry of
remembrance.

If successful the MCNs contribution to this project would be to promote awareness and connections
through drawing for primary school children. We would aim to bring together children and teachers
from local primary schools, palliative day care services, colleagues in health and social care, local
comunities and businesses. Using art and design expertise pupils who wish to take part will be
invited to draw or write something around the theme o f b e iCargrP aal TBé idea is to draw
something they think would show care to or help/encourage someone who is living with an illness
t hat canodt be taken away. The prupose is to

palliative and end of life care across communites and with statutory orgnaisations, raising
awareness and being able to speak positively into difficult situations. The MCN has begun to
explore this idea with colleagues working on the Schools Bereavement Project, Perth & Kinross
Council.

9.2 Dundee Palliative and End of Life Care Dementia Project (Nov 2017 - Nov 2019)

: Dundee is one of a number of sites working with Healthcare Improvement
(.- Scotland (HIS) ihub to support the implementation of The Scottish
lj Government 6s Strategic Framework fo
Care which states that everyone who needs palliative care will have access to it

by 2021. Their intention was to test the Alzheimer Scot | and 6 s
Dementia Practice Model of Palliative and End of Life Care for people with
dementia living in care homes. The model provides a framework so that the care and support given

to people with advanced dementia and at the end of life is integrated and comprehensive. Two
Care Homes in Dundee took part in the project.

In addition to these core components for testing the overarching intervention that captured the
individual 6s wi shes was Anticipatory Ca rfacussed
coordinated conversations about what matters to the person occurred, are reviewed and shared
across multiagency services involved to reduce the potential for poor care experiences.

For further about the project findings please follow the link below:
https://www.ahspartnership.org.uk/ahsp/taypeolc/taypeolc-quality-improvement

9.3 Enhanced Adult Palliative Care for Generalists

A project is underway, funded by Macmillan Cancer Support, to develop an educational
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programme providing enhanced training in practical palliative care which will be of interest to non-

specialists, in both primary and secondary care. This is based on the well-established model of a

comprehensive, evidenced, manual underpinning a two-day interactive course such as that used

for ATLS, ALS and GEMS training for nurses, doctors and paramedics. The two day course will

include lectures to cover the principal topics, small group workshops, s ki | | stati on
scenarios aided by actors. There will be an emphasis on communication skills, and the practical

management of a wide range of palliative issues.

A Steering Group has been established to oversee the direction and co-ordination of the project
which has support from HIS, NES, and the Scottish Partnership for Palliative Care. Membership
also includes specialists in palliative medicine from across Scotland and the MCN. Work has
started on the preparation of the pre-course manual, and development of the

interactive course that will be run over two consecutive days. The course will adhere to

the principals of the NES framework for palliative and end of life care, and follow the

general structure and drug regimes of the Scottish Palliative Care Guidelines.

9.4 Palliative Care in Prison

The MCN Leads, the Macmillan Project Lead for PEOLC in Prisons and colleagues from Specialist
Palliative Care Services (SPCS) met with the governor of HMP Perth and Castle Huntly Prisons
and members of the healthcare team in January 2019. This meeting took place in Perth Prison and
was a follow up to an introductory meeting in Cornhill Macmiilan Centre a few months earlier. The
purpose of the meeting was to hear more about the Macmillan PEOLC Prisons Project, consider
future working relationships and the possible development of pathways for people with PEOLC
needs in a custodial environment as well as education and training needs of staff.

A tour of some of the wings in HMP Perth allowed a better understanding of the challenges in
delivering healthcare in that setting to a population with often complex healthcare needs. This was
a very positive meeting and the MCN is keen to build on those connections and to meet again to
explore what a pathway for the support of people in prison with palliative and end of life care needs
would look like, including early identification and care coordination and consideration of any
educational needs for staff around PEOLC.

9.5 Angus PEOLC Plan

As part of work to develop the Angus HSCP Strategic Commissioning Plan it was recognised that
there was a need to have morein-dept h di scussions on how to
palliative and end of life care and to support and produce a plan to take forward improvements. A
steering group was established with wide representation of staff, services and organisations that
provide palliative and end of life care and support across Angus including the MCN. There was
wide engagement with members of the public, carers and the workforce there. People were asked
what they thought good palliative and end of life care looked like and what could be done
differently. A number of key themes emerged:

1. Compassionate & person centred care

2. Compassionate communication & conversations

3. Care closer to home

4. Getting it right for the family

5. Education & development for the workforce

6. Public health approaches to palliative and end of life care
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The steering group developed outcomes for each of the six themes that would ensure people and
their families received the care experience that they expect and that staff are supported to deliver
that care. Key stakeholders were asked for feedback on the draft themes and outcomes and
following further review and evaluation a final draft plan was approved in June 2019. The Adult
Palliative and End of Life Care Plan for Angus HSCP can be accessed at www.ahscp.scot

The next steps will include the development of an Action Plan which outlines how the
improvements will be delivered to ensure every adult who wishes it receives high quality PEOLC at
the right time and in the right place. An Action Plan and Implementation Group has been convened
and held its first meeting in August 2019.

9.6 Breathlessness management resources

In July 2019 the Respiratory MCN and TayPEOLC MCN came together with colleagues from
various specialist services in Tayside and formed a Short Life Working Group, chaired by Maureen
Fagan, Lead Respiratory Specialist Nurse, Angus HSCP. The aim of this group was to work
collaboratively to develop and disseminate breathlessness management resources which people
with conditions such as respiratory disease, lung cancer, heart failure and motor neurone disease
could benefit from.

(Brealhing Thinking
- ‘Breathlessness

(Functinning\

The group reviewed and adapted resources for use in NHS Tayside which had been previously
developed by colleagues in the Cambridge Breathless Intervention Service and in Kings College
London. Following consultation with colleagues and patients as to the content, further amendments
were made and the leaflets were then uploaded onto the NHS Tayside Intranet and both MCN
websites.

https://www.ahspartnership.org.uk/ahsp/taypeolc/breathlessness-management-resourses

9.7 End of Life Aid Skills for Everyone (EASE)

A new public education course, End of Life Skills for Everyone (EASE), has been piloted this year
in Dundee and Edinburgh. This course is for anyone who wants to know more about dying, death
and bereavement. Developed by the Scottish Partnership for Palliative Care, the course explores
the basics of end-of-life care and addresses some of the fears and uncertainties many people have
about death, dying and bereavement. The course comprises 4 modules:

1 An introduction to death in Scotland

1 Serious illness and frailty
1 Realities of caring and dying
9 Caring for the carer

Feedback from the pilots will be used to further develop and improve the course with a view to
making it more widely available next year.
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9.8 Compassionate Communities

In February 2019 Alison Bunce spoke at a Perth & Kinross HSCP Improvement Network meeting
about the work she was leading on - the Compassionate Inverclyde Programme. This inspired
colleagues from the Partnership and the MCN to meet after this to discuss how the idea of a
Compassionate Community could be developed and implemented for the people of Perthshire. A
working group was established led by Lindsey Bailie, South Locality Manager and Emma Oram,
Learning & Development Officer and included representatives from Giraffe (a Social Enterprise
organisation in Perth), Crieff Community Hospital, the 3™ sector, community engagement and a
student from Duncan and Jordanstone College.

The focus for this project included the idea of preparing/delivering @ack Home Boxesb6to anyone
who lives alone and is being discharged from hospital. The boxes would contain food for a meal
and snack as well as a card and small blanket. One of the community hospitals in South Perthshire
has been identified as being a good test site for this and local Primary School age children will be
asked to get involved by creating &elcome Homedcards and knitting groups have begun to knit
blankets to be added to the boxes.

Funding is being sought for a for a project co-coordinator to lead this work. A further idea being
explored as part of this Compassionate Communities proposal is a check-in telephone service for
people who live alone and might be feeling isolated and alone after the death of a loved one. This
would aim to build on existing resources and networks.

Section 10 Events
10.1 MCN Network & Engagement Even t

The TayPEOLC MCN hosted its second annual event on 1st May 2019 in the Invercarse Hotel,
Dundee. This event again proved hugely popular with over 130 participants from across Tayside
and beyond keen to come along to listen to speakers and take part in discussions around the
theme of 6 Co mp a s s i o n andrwhaPthissmeans in practical terms for us all as individuals,
partners, patients, citizens, groups, our communities and organisations. Delegates included
members of the NHS Tayside Public Partners as well as colleagues from health and social care,
the voluntary, independent and academic sectors.

The event was chaired by Alison Clement, Chair of the MCN Network and Associate Medical
Director for Angus HSCP. Delegates heard from an interesting range of speakers giving their
reflections on compassion in practice through the Compassionate Voices T.A.R. 4 Voices Model,
the value of feedback from service users on the Care Opinion website and the experiences of
being a GP from Graham Kramer who also helped to implement the House of Care Model in
Tayside.
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Newly appointed Chief Executive, NHS Tayside,
Grant Archibald also attended the event and shared
with the audience his perspectives on the qualities of
a compassionate leader.

A key aspect of the event were the table top discussions based
around Values Based Reflective Practice (VBRP).

This session was
facilitated by David
Gordon, Senior Staff

Support Chaplain, NHS Tayside and delegates were asked to
base their discussions around 3 themes:
1 Compassion in leadership

1 Caring with compassion
1 Receiving compassionate care

The event overall received an excellent evaluation from those attending. Delegates found the table
discussions highly beneficial, in particular having the opportunity to interact with a range of people
from different care sectors, sharing personal experiences, listening and learning from others and
reflecting on practice.
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Some feedback from delegates at the  event.

10.2 Realsitic Medicine Conference 1 d.iving Realistically: Incorporating Realisti c

Medi cine into Health and Carebd

==\l =gple Over 60 delegates attended 3 workshops led by Deans Buchanan, MCN
=ldllld Lead Clinican @wmauthduirg the Ihsecmteraffour livés - a

i i i consistent approach to supporting individuals as the end of life draws neard
This provided an opportunity to engage with clinical and care staff,

academics and members of the public who were invited to discuss issues around this topic and
reflect on their own practice. The use of Mentimeter gathered instant feedback to questions posed.

Living Realistically

Section11 Communication & Engagement

Membership of the MCN continues to grow with new communication links established and
strengthened across the various stakeholder groups. This Network of people helps to facilitate the
sharing of information and provides a vehicle for partnership working, service development/
improvement and supports equitable service delivery to meet the PEOLC needs of people living in
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Throughout the year meetings have been held with various groups and individuals already
mentioned in the report. Further important meetings have been held with:

1 Grant Archibald, NHS Tayside Chief Executive and Gordon Paterson, Chief Officer for
Perth & Kinross HSCP

1 The MCN Clinical Lead and MCN Manager are also members of the Tayside Specialist
Palliative Care Operational & Advisory Group (SPOAG) and the Respiratory MCN Core
Group

The MCN also continues to collaborate and support projects such as:

T Macmillan Cancer Support - BOBSCOT (Building on the Best) i improving PEOLC in acute
hospitals in Scotland. This project enables good communication between patients, families
and staff so that shared decision-making can take place

1 Marie Curie Community Engagement Role - established in Tayside for 3 years to raise
awareness of palliative care through engagement of organisations who are providing
community based care and to identify and remedy inequalities in access to palliative care

The MCN website provides an overview of all its activities, research papers, event details, news
and items of interest. Please visit the website below to see further details.

q

- d of , ‘.Network

http://www.ahspartnership.org.uk/ahsp/taypeolc

Section 12 Looking Ahead

Reflecting on what has been achieved this year the MCN will continue to build connections,
strengthen partnerships and explore new opportunities. The MCN looks forward to establishing
links with colleagues in the Dundee V&A and incorporating design thinking in to how we can
improve palliative and end of life care services in Tayside.

Feedback from the Network & Engagement Event is helping to inform the programme and content
for the next MCN Event in 2020. Plans include exploring ways to increase community engagement
and participation in the Network to help inform its future development.

The concept of Compassionate Communities is another area for potential further development
which would identify and harness the capacities and capabilities of families, friends and local
communities to provide support to people with PEOLC needs locally.

The appointment of Patricia Brooks Young as Nurse Consultant in PEOLC in Tayside in early 2020
will be an exciting development. This increased breadth of leadership will enable the MCN to grow
and further develop its scope and provide support to nursing colleagues working across all care
sectors to deliver high quality PEOLC.
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Section 13 Appendices

Appendix 1: Strategic Framework for  Action on Palliative and End of Life Care (2015)

Commitments

The Scottish Government commits to working with stakeholders to:

1. Support Healthcare Improvement Scotland in providing Health and Social Care
Partnerships with expertise on testing and implementing improvements in the
identification and care co-ordination of those who can benefit from palliative and end of
life care.

2. Provide strategic commissioning guidance on palliative and end of life care to Health and
Social Care Partnerships.

3. Support the development of a new palliative and end of life care educational framework.

4. Support and promote the further development of holistic palliative care for the 0-25 years
age group.

5. Support the establishment of the Scottish Research Forum for Palliative and End of Life
Care.

6. Support greater public and personal discussion of bereavement, death, dying and care
at the end of life, partly through commissioning work to facilitate this.

7. Seek to ensure that future requirements of e-Health systems support the effective
sharing of individual end of life/Anticipatory Care Planning conversations.

8. Support clinical and health economic evaluations of palliative and end of life care
models.

9. Support improvements in the collection, analysis, interpretation and dissemination of
data and evidence relating to need, provision, activity, indicators and outcomes in
respect of palliative and end of life care.

10. Establish a new National Implementation Support Group to support the
implementation of improvement actions.
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Appendix 2: TayPEOLC MCN Steering Group Membership

are Network

Name

Job Title

Role

Karen Anderson

AHP Director, NHS Tayside

Group member

Lindsay Baillie

South Locality Manager, Perth & Kinross
HSCP

Co-chair

Deborah Baldie

Senior Nurse, Practice
Research, NHS Tayside

Development

Group member
Subgroup Lead)

(MCN

Research

Fiona Barnett

Clinical Co-ordinator for SPCS, Dundee
HSCP

Group member

Jill Buchan

Dundee Local Integration lead (Independent
Sector), Scottish Care (Dundee HSCP)

Group member

Deans Buchanan

Consultant in Palliative Medicine/Lead
Clinician, NHS Tayside

Group member (MCN Co-Lead/HPCT

rep)

Elinor Brabin

Consultant in Palliative
Roxburghe House, Dundee

Medicine,

Group member (MCN Data & Audit

Subgroup Lead)

Pat Carracher

Medical Director, CHAS

Group member

Elaine Colville

Senior Nurse for Palliative Care, Angus
HSCP

Group member

Carole Fraser

Community Learning Disabilities Nurse,
NHS Tayside

Group member

Diane Fraser

Head of Community Care, Perth & Kinross
HSCP

Group member

Alan Gibbon

Head of Spiritual Care , NHS Tayside

For information

Buddhi Gunaratne

Consultant Paediatrician, NHS Tayside

Group member

Beth Hamilton

Locality Manager, Dundee HSCP

Group member

University of Dundee

Jenny Hill Locality Manager, Dundee HSCP Group member

Lesley Howells Maggi eds Re s e a (UK)head | Group member (MCN Research
Consultant Clinical psychologist (Scotland), | Subgroup Lead)
Centre Head
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