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‘Palliative and end of life care is the 

active, holistic care of patients with 

advanced progressive illness…. as a 

continuum of care that can evolve as 

a person’s condition progresses. 

This is an integral part of the care 

delivered by all health and social 

professionals, and indeed by families 

and carers, to those living with and 

dying from any advanced, progressive 

and incurable condition. 

Palliative and end of life care focuses 

on the person rather than the disease 

and aims to ensure quality of life for 

those living with an advanced non-

curative condition



Policy and Strategy Drivers 



Transformation – A Global Theme

• Profound levels of 

demographic change

• High level of 

inequality 



Changing  Demographics 

75 -80% of all deaths 

could benefit from a 

palliative care approach



Projected Deaths and Palliative Care Need  

in Northern Ireland

2016 2020 2030 2040

Deaths all 

ages (NISRA 

projected)

15,401 15,800 17,750 20,261

Projected 

Palliative 

Care Need* 

11,551 11,850 13,313 15,196

* Using 75% of all deaths (Gomez and Batiste et al)

The Palliative Care Need of 

our population will increase 

by 31% by 2040!

Source: PHA, data on file (2017)



Our Approach 

Policy and Strategy

Department of Health   

Monitoring Work Plan and Approval 

Northern Ireland  Palliative Care Programme Board
All Organisations statutory  and non  statutory 

Clinical 

Engagement 

Group 

Service User & 

Carer 

Reference 

Group

Service Planning , Commissioning, 

Safety and Quality 

Palliative Care Leads 

(commissioning and clinical)

Project Management

Implementation and Service Delivery 

5 Palliative Care Locality Boards

Please note: These structures may be subject to organisational change



Our Objective  

• Improve the quality of life for those with 

palliative and end of life care need, and 

to improve the experience of those 

important to them





Citizen Choice and Impact on HSC System

• 47% of people die in hospital (2017) – down from 51% in 2007

• However the actual numbers of people dying in hospital is higher due to increased numbers of 

deaths overall in the last couple of years

• With the projected increase in deaths and palliative care need, there could be an additional 1,500 

people per year dying in hospital by 2040. Source: PHA, data on file (2019)

NOTE: 

All Other Places

includes Hospice, Own 

Home, unexpected 

deaths and accidents.

Source: NISRA 

Recorded Place of 

Death Statistics

LMDM

Recorded Place of Death (NI) 
Given the choice 

most people 

want to die ‘at 

home’. 



How do we make life better for these 

people ?

30%

25%

14%

Scotland Northern Ireland New Zealand

% of people in hospital overnight

5 Feb. 2015 in Northern Ireland, who 

died within a year 

(3823)

Source ; Gott M, Broad J, Zhang X, et al. (2017);

PHA, data on file (2017)



Vision

To provide the regional direction so that everyone 

identified as likely to benefit from a palliative care 

approach (regardless of their condition) is:

• Allocated a keyworker

• Have the opportunity to discuss and record their 

advance care planning decisions 

• Be supported with appropriate generalist and specialist 

palliative care services

Identification Keyworker 
Advance Care 

Planning

Specialist 

Palliative Care 

Services

Priorities 

Regional good practice tools and guidance

Communication

Public Health Approach to Palliative Care 



IDENTIFICATION: Why is it important?  

• At least 1% of the population are likely to benefit from a 

palliative care approach at any one time (c.19,000 in NI) 

• Between 15-16,000 people die each year in NI

• Estimated 75 -80% of those could benefit from  palliative 

care approach

• QOF Palliative Care Registers recorded 5,427 people in 

2017- increased from 1,814 in 2010



Lothian Early Identification Project 

• University of Edinburgh & 

Marie Curie project

• Developed an algorithm based 

on SPICT indicators

• Run directly on GP Clinical 

Systems (Vision IT) 

• Identified patients who might  

be in their last year of life 

• Tested in GPs in Lothian area

with increased identification



• 92,678 patients on the practice lists

Preliminary Findings

(Phase 1 Jun-Dec 2018 )



Palliative Care Key Worker

‘each patient identified as having palliative and end 

of life care needs should have a keyworker’

• Agreement for Keyworker function and 
competencies

• Typically District Nurse 

• Dedicated  capacity -Incorporated in to District 
Nursing Workforce review

• Commissioned Education 

• Community of Practice – Project ECHO 

• Evaluation – Focus group and  IHI QI projects



Advance Care Planning Tools:



Advance Care Planning Engagement 

Going to the Public



Specialist Palliative Care Workforce 

Interdisciplinary approach to include specialist 

palliative care Dietetic, medical, nursing, OT, Pharmacy, 

Physio,  social work and  SLT staff groups

Key Aim of workforce planning;

• Identify the workforce required to meet the SPC  

population need up to 2024 

• post grad education training 





“The ethos of supporting individuals, 

families and communities to maintain 

and improve their health needs must 

be fully embedded as a normal way of 

working right across all organisations, 

environments and activities within the 

HSC system. This is not just in day to 

day interactions with every member of 

the public, but also as part of 

commissioning and designing health 

services. Service Frameworks are a key 

reference point for commissioning and 

designing services to secure better 

integration of service delivery along the 

whole pathway of care from prevention 

of disease /ill health to diagnosis / 

treatment and rehabilitation, and on to 

end of life.”



MLB Approach 

• “Our approach to public health focuses on 

working collaboratively with individuals, 

communities and partner organisations to 

address the factors that impact on health and 

wellbeing in Northern Ireland”. 



THE MAKING LIFE BETTER CHARTER

• Social justice, equity and inclusion 

• Engagement and Empowerment work with 

people to address agreed priorities and build on 

the assets we have in our communities

• Collaboration through both policy and practice

• Evidence and Effectiveness  

• Addressing Local Need 

• Our Resources - public resources as well as those 

of our partners.



Dame Cecily Saunders, founder of the modern Hospice movement

“You matter because you are 

you, and you matter to the 

end of your life. We will do all 

we can not only to help you 

die peacefully, but also to live 

until you die.” “How people die 

remains in the memory 

of those who live on.” 



Thank You  


