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Context

Irish Palliative Care Context
– Scores for Palliative Care Provision

• Euro-barometer rankings; Ireland(5th) (Centeno, et al 2007); 
• Quality of Death Index: Ireland (4th) (Economist Intelligence Unit, 2015)

AIIHPC: An all-Island organisation working to 
improve the experience of palliative and end of 
life care for patients and their families

www.aiihpc.org

The Institute

Aim: Improving  the experience of care for our populations

Scope: Adult and children, specialist and general palliative care 

Status: We are not an advocacy body but can influence around various 
policy and national initiative tables

All-Ireland: We are an active and productive all - Ireland body, we work 
across both jurisdictions, we involve health and social care staff and members 
of the public from both jurisdictions, we undertake initiatives on an all Ireland 
or single jurisdictional basis: (Public awareness, Voices4Care, Let’s Talk About)

EDUCATION RESEARCH POLICY & 
PRACTICE

Meaningful involvement of users, carers and communities in the 
development and delivery of palliative care

Development of a coherent and collaborative palliative care 
community

Supporting the delivery of innovative, high quality education and 
research

Translation of knowledge and learning for the development of 
palliative care policy and practice nationally and internationally

www.aiihpc.org

Work Packages
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Nine Activities

Activity 1: Users, Carers and Communities Forum 

Activity 2: All-Island Palliative Care Communications Hub 

Activity 3: Education Network for Availability, Accessibility and Transferability of 
Learning 

Activity 4: Leadership and Capacity Building through Individual Learning and 
Experience 

Activity 5: A Coherent Research Community 

Activity 6: Research Capacity Building 

Activity 7: Collaborative Networks between Service Providers 

Activity 8: Policy Development and Implementation 

Activity 9: Public Engagement with Death, Dying and Loss

www.aiihpc.org

By end of 2015 we will have substantively 
achieved all seven outcomes….
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Research programme

KB Dementia & Neurodegenerative disease

KB Palliative care in the Nursing Home

GK Impact of PC day services on patients and carers

NMcC Quality indicators for PC day services

CP Management of pain in dementia

CN International access, rights and empowerment study – Phase II

WP2: Access for Intellectual Disability

WP1: Serious Mental Illness

WP3: Families of life limited children – access & decision making 

WP 4: Inequalities for carers in advanced heart failure

WP 5: Improved diagnosis and symptom management

WP 6: Psycho-educational intervention – refractory cachexia

WP 7: (Extension of IARE) eliciting preferences for complex care

WP 8: System for network wide Knowledge Transfer and exchange 

2016

PHA R&D Fellowships

Education Programme

Resources available later this year…Resources available later this year…

All Ireland on line programmes:

1} Introduction to Palliative Care (Milford Care Centre) 

2} Formal Family Meetings – (Marymount University Hospital and Hospice & Milford Care Centre) 

3} Introduction to Palliative Dementia Care (Northern Ireland Hospice)

4} Care of the Dying Older Person in the last hours of life (St Francis Hospice) 

5} Managing Older Peoples’ Pain (Our Lady’s Hospice and Care Services) 

All Ireland on line programmes:

1} Introduction to Palliative Care (Milford Care Centre) 

2} Formal Family Meetings – (Marymount University Hospital and Hospice & Milford Care Centre) 

3} Introduction to Palliative Dementia Care (Northern Ireland Hospice)

4} Care of the Dying Older Person in the last hours of life (St Francis Hospice) 

5} Managing Older Peoples’ Pain (Our Lady’s Hospice and Care Services) 

Policy & Practice Programme The Palliative Hub 
(cross cutting activity)

www.thepalliativehub.com

AIIHPC STRUCTURED RESEARCH NETWORK

Training & 
Capacity 
Building 

Dissemination 
& Knowledge 

Exchange 

Research Strands 

Social Justice 

Measurement 
& Evaluation

Work Projects (1-8) 

Project 
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Project 
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Project 
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Project 
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Project 
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Questions for consideration

• Why is social justice important for palliative care?

• Is Palliative care truly egalitarian or essentially elitist?

• Are there models of Social Justice which speak better 
to a palliative care agenda?

• What is the future of palliative care with/without a 
social justice framework?
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The vulnerable other

• ‘Vulnerability is not merely an experience of the 
unfortunate few, but rather, a universal condition and 
part of our collective humanity’ (p.1)

• Stienstra D, Chochinov H. Vulnerabilty and Palliative 
Care. Pall Support Care 2012, 10: 1-2.

TOTAL PAIN

Psychosocial

Spiritual

Physical

WHO Model of Public Health Palliative Care as Social Justice

• ‘ ..it is unethical, unjust and unacceptable to promote 
or condone a global system which in effect offers 
disease-modifying therapy to the rich and palliative 
care to the poor’ (Selwyn, p.513).

• Selwyn PA. Palliative Care and Social Justice. JPSM
2008,  36 (5): 513-515

EAPC Prague Charter 2013

• ‘Access to palliative care is a human right under the 
right to the highest attainable standard of physical 
and mental health. In certain cases, where patients 
face severe pain, failure to provide palliative care can 
constitute cruel, inhuman and degrading treatment’

• Radbruch L, Da Lima L,Lohmann D, et al. The 
Prague Charter: urging governments to relieve 
suffering and ensure the right to palliative care. 

Palliat Med 2013, 27: 10: 1-2.

Affective Equality 

• ‘ The provision and sustaining of relationships of love, 
care and solidarity

• Inequity exists when
– People have unequal access to meaningful and loving 

relationship

– Inequity in the distribution of emotional and other work that 
produces and sustains such relationships

Lynch K, Baker J, Lyons M. Affective Equality, Love Care and 
Injustice ( Solidarity Work). Palgrave MacMillan, London 
2005.
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Dimensions of Affective Equality

• Respect and recognition – acceptance of diversity

• Resources – understanding the impact of poverty

• Love, care and solidarity – public attention/private 
matters

• Power relations – Protection against inhumanity

• Working and learning - opportunity

An equitable society?

20

Marginalization

• The unconscious social process which underpins 
people’s sense of isolation and powerlessness to 
challenge the system that excludes them ( Morrell 
2001)

• Does palliative care sustain a society which 
unconsciously divides its citizens?

Key issues in disadvantage

• For some, exclusion and marginalization are the 
totality of their experience

• Reducing health inequality is a founding principle in 
healthcare provision

• Poverty in its many forms is an overriding theme

• Exclusion leads to conflict and destructive behaviour

• Palliative care is not immune from this

Social Justice and Palliative 
Care – some considerations?

• Can society be totally just? ( Pesut et al., 2012)

• When someone is suffering, in pain or dying, are we 
morally obligated to do more than simply preserve 
equal opportunity?

• Are we ( as a society) obligated to protect the 
vulnerable

• ‘ the protective membrane between any of us and 
unbearable suffering is often so thin’ 
• Lindemann-Nelson H. Pictures of persons and the Good of Hospice 

Care: Access to Hospice Care, Expanding Boundaries, Overcoming 
Barriers, Special supplement to the Hastings Cent Rep 2003;33:S18.

Social Justice and Palliative 
Care – some considerations?

• The obligation to provide palliative care is as least as fundamental as 
our desire for a just and good society.

• The obligation is  beyond justice because the moral consideration to 
relieve suffering is so compelling.

• How far can palliative care truly influence the priorities of global health 
programmes?

• Palliative care as a moral reparative ( Blinderman 2009)



5

Social Justice Strand

SJS: Social Justice Strand

‘Pathways toward Social Justice: Understanding Equality and Inclusion in Palliative 
Care’. Led by Professor Phil Larkin (UCD). 

Key Objectives: 

•Examine the experience of inequality for hospice and palliative care service delivery across the 
island of Ireland;

•Explore personal characteristics, process and context where evidence suggests disadvantage in 
terms of access, service provision and outcome;

•Describe factors and processes that are either beneficial or detrimental to achieving good hospice 
and palliative care outcomes;

•Understand how social systems (economic, cultural, political and affective) impact on decision-
making of people who experience inequality in relation to hospice and palliative care services;

•Utilise such evidence to develop best practice approaches which strengthen relationships and 
facilitate greater awareness of the hospice and palliative care needs of people currently excluded 
by virtue of misunderstanding, diminished recognition and/or prejudice. 

Social Justice Work Projects 

1. Identifying and Addressing the Needs of People with Serious Mental Illness. Co-led by 
Dr Ann Sheridan (UCD) & Prof. Gerard Leavey (COMPASS Wellbeing, Belfast). 

2. Identifying and Addressing the Needs of People with Intellectual Disability. Co-led by 
Prof. Mary McCarron (TCD) and Dr Karen Ryan (HSE, St. Francis Hospice, Mater Hospital). 

3. An Exploration of Access, Decision Making and Experiences of Palliative Care Services 
for Families of Children with a Non Malignant Life-Limiting Condition. Co-led by Dr 
Gemma Kiernan (DCU) and Dr Honor Nicholl (TCD). 

4. Exploring Dimensions of Inequality in Current Palliative Care Provision for Carers of 
People with Advanced Heart Failure in Ireland. Co-led by Dr Donna Fitzsimmons (UU) & Dr 
Sonja McIlfatrick (UU and AIIHPC). 

Social Justice Work Projects 

1. Identifying and Addressing the Needs of People with Serious Mental Illness. Co-led by 
Dr Ann Sheridan (UCD) & Prof. Gerard Leavey (COMPASS Wellbeing, Belfast). Respect and 
recognition

2. Identifying and Addressing the Needs of People with Intellectual Disability. Co-led by 
Prof. Mary McCarron (TCD) and Dr Karen Ryan (HSE, St. Francis Hospice, Mater Hospital). 
Power relations 

3. An Exploration of Access, Decision Making and Experiences of Palliative Care Services 
for Families of Children with a Non Malignant Life-Limiting Condition. Co-led by Dr 
Gemma Kiernan (DCU) and Dr Honor Nicholl (TCD). Resources

4. Exploring Dimensions of Inequality in Current Palliative Care Provision for Carers of 
People with Advanced Heart Failure in Ireland. Co-led by Dr Donna Fitzsimmons (UU) & Dr 
Sonja McIlfatrick (UU and AIIHPC). Love, care and solidarity

Conclusions

We live in an unequal society in an unequal world

We may misunderstand the individual impact of 
injustice if we only look at the higher level economic 
factors

Palliative care has an opportunity to raise a collective 
voice for affective equality for all citizens.

•‘The way care is delivered can reach even the most hidden places’

•Cicely Saunders

Sunset in Connemara

THANK YOU


