
Professor Sonja McIlfatrick

28th September 2023

Professor of Nursing and Palliative Care

Ulster University

E: sj.mcilfatrick@ulster.ac.uk

Twitter:@SMcilfatrick

Rising to the Challenge:
Palliative Care Across 

Boundaries

mailto:sj.mcilfatrick@ulster.ac.uk


A sense of direction?



Overview

WHAT DO WE MEAN BY 
‘BOUNDARIES’ FOR 
PALLIATIVE CARE ?

WHY DO WE NEED TO 
WORK ACROSS 
BOUNDARIES?

WHAT ARE THE 
CHALLENGES AND 
OPPORTUNITIES? 

WHAT ARE THE KEY 
LESSONS THAT CAN BE 

SHARED?



Dictionary Definition

• A boundary a line that marks the edges of an area of 
land and separates it from other area

What do we mean 
by boundaries for 
palliative care? 

What types of boundaries exist for palliative care?

Clinician–

patient/carer/community 

boundaries

• Value of therapeutic relationship

• Risks and value

• Public Health Palliative Care

Practice Boundaries

Specialist~Generalist

Specialist~Specialist

Settings of Care

• Specialist palliative care and 

General Practice

• Specialist palliative care and 

specialists for chronic diseases –

eg Heart Failure

• Hospital; community; nursing 

home , hospice

Interdisciplinary boundaries 

within palliative care

• Types of Roles- nurse; physician, 

social worker; psychologist; 

chaplain; allied health 

professional; caregiver

• Future workforce



Why do we need to work across boundaries?
Global need for palliative care

Figure: Global  distribution by WHO regions of  rates for people in need of  palliative care 
at the end of life 

https://www.who.int/nmh/Global_Atlas_of_Palliative_Care.pdf



Palliative Care is ‘disease blind’ and needs led…………

Global burden for serious health related suffering double by 2060

• By 2060 estimated 48 million people each year will die with serious health-related suffering

• Increase most rapidly among older people (183% increase in those aged 70+ 2016–2060)

Global Burden

“Immediate global action to 

integrate palliative care into 

health systems is an ethical 

and economic imperative” 

Sleeman et al 2019



Global Mandate

• WHA Resolution 67.19

• In 2014, the first ever global resolution on palliative care, called upon
WHO and Member States to improve access to palliative care as a core
component of health systems

• Implications for health care system:
• Palliative care needs to be included in the continuous plan of care provided alongside potential 

curative treatments

• All should have access to essential, safe, affordable and effective palliative care services



Global rankings for palliative Care –we all 
love a ranking!



What matters most to patients and families at end of life?
Quality of Death and Dying Index 2021

Journal of Pain and Symptom Management 2022 63457-467DOI: (10.1016/j.jpainsymman.2021.11.005) 



Climate changeAgeing 

NCDs

Innovation Globalization 

UrbanizationCitizen voiceRising costs 

Source: WHO Global Health Observatory Data Repository, 2015  

The changing global context: 
challenges and opportunities



Unequal access

Poor quality/safety

Deficient participation

Low satisfaction

HEALTH 

SYSTEM

Unhealthy behaviours

& lifestyle choices Double-burden 

of disease

Care closer to home

Greater expectations

Increased need to 

self-manage care

Weak engagement of 

users and communities  

Lack of empowerment 

Inappropriate 

service delivery model 

Service fragmentation 

Misaligned 

financing 

Sub-optimal 

health workforce 

EMERGING DEMANDS SYSTEM CONSTRAINTS

Health System Challenges 



What are some of the challenges 
facing palliative care today?

 Cultural and social barriers 

 Inequity of access –diagnosis; cause of death; ethnicity; gender and structured 
vulnerability

 Deficit focused –ie what is wrong rather than what matters most

 Poor team decision-making regarding plan of care

 Lack of continuity and coordination of care

 Inadequate symptom management – especially non-physical symptoms

 Poor communication with patients and families

 Research that is reductive rather than reflects complexity of human experience

 Lack of palliative care training and education



All Illnesses All Dimensions

All Settings All Times

Changing face of palliative care

Cancer

Organ failure

Frailty

CARE HOME HOSPITAL

AT HOME

HOSPICE

CURATIVE PALLIATIVE

DISEASE 
MODIFYING

SUPPORTIVE AND 
PALLIATIVE CARE



Palliative Care & Chronic Illness

J Lynn, MD Rand Corp, Covinsky et al. JAGS 2003; Lynn & Adamson RAND 2003, Morrison &
Meier N Engl J Med 2002.



All Illnesses –eg heart failure

While PC is a treatment 
which, in principle, can 
be delivered by all 
health care 
professionals, SPC is 
provided by multi-
professional team who 
have undergone 
specialist training in PC



What the literature 
states…

• There is an inequity in patients with Heart 
failure receiving SPC intervention compared 
to patients with Cancer (Siouta et al 2017)

• Confusion pertaining to palliative care and 
end of life care (Singh et al 2019)

• Integrative literature review:  Lack of 
knowledge of HCP is a barrier to patients with 
HF receiving SPC (Schallmo et al 2018)

• Heart Failure is associated with a high 
symptom burden that have a negative impact 
on quality of life (Stockdill et al 2019)

• Patients with HF are 1.5 times more likely to 
die in acute care setting, attend ED and be 
hospitalised than patients with 
cancer,(Lastrucci et al 2018)





Patient
centred 

care 

Education & 
peer support –
timely referral

Coordination, 
communication 

and MDT 
working –

’networks’ of 
care

ACP: 
anticipatory 

care planning

Holistic clinical 
assessment and 

management

Understanding
what palliative 
care means and 

early 
identification

Core components 

of Integration 



Don’t forget the carers!



All Dimensions challenge

• Physical

• Psychological

• Social

• Spiritual



Personhood on the clinical radar? 

• A- Attitude

• B –Behaviour

• C- Compassion

• D –Dialogue

• Question: “What should 
I know about you as a 
person to help me to 
take the best care of you 
that I can?”



All Settings Challenge



New models of care –across boundaries



All Times Challenge

• An evolving 
model of 
Palliative Care



All Times Challenge: Public 
Health and Palliative care 

• FINDINGS

• Wide variability in understanding - Despite all the policy and initiatives 
worldwide and regionally with regards to ACP, the public are still largely not 
aware of the term, and of those who are aware, it is connected with death 
and the very end of life.

• Enhancing awareness: 

• Addressing key barriers: ‘taboo’

• Publicity & understanding

• Importance of education, particularly with a community focus



Palliative Care 
Public Health 

• Published in 2022

• Took a global perspective, 
commissioners from across the world

• Looks beyond palliative care and 
healthcare services

• Structural issues such as gender, race 
and power considered alongside 
relationships, communities, health care 
services, consumerism and economics

• Uses a systems approach to 
understand challenges

• Critical perspectives but also hopeful 
and intentional



1. Dying in the 21st century is a paradox- overtreated and undertreated

2. Death, dying and grieving today have become unbalanced

3. Links with climate crisis- the delusion that we are in control of, not part of nature

4. Rebalancing death and dying depends on changes across ‘death systems’

5. Disadvantaged and powerless suffer most from imbalance

6. Five principles of ‘realistic utopia’  -a new vision for how death and dying could be

7. Challenge of transforming how people die and grieve today has been recognised and responded to –but 
more concerted effort is needed

8. Radical changes across all death systems are a collective responsibility

Key Messages from the report

“At the core of this rebalancing must be 
relationships and partnerships between people who 
are dying, families, communities, health and social 
care systems, and wider civic society”



What does this mean 
for palliative care? 

Recognise our position in wider systems

• Palliative care services

• Compassionate communities

• Opioid reform policy

Understand the levers we can change and make links with others 

• Building death literacy

• Suffering

• Move beyond equality to equity

• Social and structural determinants

Snallow et al



• Workforce challenges =new boundaries and innovations in education eg of 
Advanced Nursing practice role

• Digital technology –role of Virtual reality and simulation –what role for 
education and what contribution for clinical practice?

• Promoting equity of access= realistic utopia of the Lancet Commission on 
Death- what are implications for palliative care and across boundaries?

• Final reflections on lessons to overcome barriers

What are the lessons that can be 
learnt and future opportunities?



Health Workforce Need: Education & 
Training

Competencies are:
• Leadership 
• Communication 
• Collaboration
• Clinical
• Ethico-legal
• Psycho-social 
• Spiritual



Workforce Challenges: Role of ANP

Direct clinical practice
•Autonomous working
•Person centred approach
•Clinical judgement in 
complex care
•Monitor and report 
quality issues

Leadership
•Develop and sustain partnerships and 
networks
•Engage stakeholders
•Provide professional/clinical advice
•Demonstrate resilience
•Develop robust governance systems

Education
•Keep skills and knowledge 
up to date
•Educate, supervise, and 
mentor colleagues
•Lead on audit and 
evaluation strategies

Research and EBP
•Contribute to research to monitor and 
improve healthcare
•Critically appraise the outcomes of 
research/evaluation
•Advocate and contribute to the development 
of a supportive research culture



Evidence Base –ANP in Palliative Care

Strengths

APRNs are a valuable source of extending palliative care 
into oncology (Ferrell, 2021)

Improving early palliative care consultation (Sabolish, 
2022) and end of life care prognostic discussions 
(Kalowes, 2015)

Challenges

Traditional educational preparation was insufficient in 
preparing them for their specialty role within palliative 
care (Pawlow, 2018)

Opportunities

Development of education and training programmes in 
palliative care for mid-career ANPs (Dahlin, 2016)

Ideally placed to complete “Physician Orders for Life 
Sustaining Treatment” forms (Hayes, 2017)

ANPs can remove delays in death pronouncement times 
(Jackson, 2019)

Recommendations

Continuous training to improve skills e.g. communication 
(Fliedner, 2021)

Building ANPs as leaders within the healthcare 
organisation’s strategic plan (Elliot, 2017)

https://pubmed.ncbi.nlm.nih.gov/34109048/
https://pubmed.ncbi.nlm.nih.gov/34550916/
https://pubmed.ncbi.nlm.nih.gov/25898883/
https://pubmed.ncbi.nlm.nih.gov/30063628/
https://pubmed.ncbi.nlm.nih.gov/27167754/
https://pubmed.ncbi.nlm.nih.gov/27767363/
https://pubmed.ncbi.nlm.nih.gov/30688800/
https://pubmed.ncbi.nlm.nih.gov/33284145/
https://pubmed.ncbi.nlm.nih.gov/27873383/


Digital technology –emerging area!

Emerging evidence base for use in 
health care education

Some evidence base for clinical 
practice

Limited sample sizes and low quality 
studies mean efficacy needs further 
research 



The realistic utopia of 
Lancet Commission

• The social and structural determinants of 
death, dying and grieving are tackled

• Dying is understood to be a relational and 
spiritual process rather than simply a 
physiological event

• Networks of care lead support for people 
dying, caring and grieving

• Conversations and stories about everyday 
death, dying and grief become common

• Death is recognised as having value



One final 
thought! ….

• You matter because 
you are you and you 
matter to the last day 
of your life. We will 
do everything we can 
to help you die 
peacefully and to 
help you live until you 
die”.



13th World Research Congress of the European 
Association for Palliative Care

Thank you, hope you will join us next year in 
Barcelona!

#EAPC2024


