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The All Ireland Gerontological Nurses’ Association 

The AIl Ireland Gerontological Nurses’ Association (AIGNA) represents nurses working in 

gerontological care across the island of Ireland. Its prime objective is to promote healthy 

ageing and well-being of older people through the advancement of excellence in 

gerontological nursing care delivery. AIGNA welcomes the opportunity to submit to the 

Oireachtas review of end of life care. However, although the Oireachtas is seeking 

submissions on end of life care pertaining to all age groups, this submission specifically 

focuses on end of life care pertaining to older people.  

 

Older people: Demographic context  

In Census 2011, the population in Ireland of those aged 65 years and over was 535,393. This 

represents an increase of 14.4 per cent from 467,926 in 2006. Compared to the population 

growth of 8.2 per cent in the state as a whole, this is one of the age groups which 

experienced greatest growth over the period 2006-2011 (CSO, 2011, 2013). Approximately 

six per cent of the population of people aged 65 years and older in Ireland live in residential 

care.  

 

Palliative Care and End of life Care for Older People 

End of life care is a component of palliative care. Froggatt et al (2006) define end of life care 

as care provided anytime in the final period of life where issues (physical, social, emotional 

and spiritual) arising from an individual’s death and mortality need to be addressed. Quality 

end of life care is also described as individualised care characterised by shared decision 

making and clear communication that acknowledges the values and preferences of clients 

and their families (Steinhauser et al. 2000). 

Apart from having to face the fact that life is finite and possible dependency on others, older 

people also have to deal with significantly more health problems of various kinds. Providing 

care to older people is not just a matter of addressing ill health, it also encompasses 

existential challenges related to the loss of autonomy, maintaining social relationships and 

issues related to both life and death (Hallberg, 2006).  Gerontological nursing involves the 

care of ageing people and emphasises the promotion of the highest possible quality of life 

and wellness (Wadensten, 2006). Consequently, knowing the wishes of older people who 

are receiving end of life care is paramount to enabling a good quality of remaining life. End 

of Life care for older people requires an  
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‘…active, compassionate approach that treats comforts and supports 

older individuals who are living with, or dying from, progressive or 

chronic life threatening conditions. Such care is sensitive to personal, 

cultural, and spiritual values, beliefs and practices and encompasses 

support for families and friends up to and including the period of 

bereavement’ 

 (Ross et al, 2000:9). 

To achieve quality within end of life care services need to be reoriented to meet specific 

needs. To this end, the merging of the care of the older person and palliative care as 

Geriatric Palliative Medicine (GPM) is fundamental with effective multi-disciplinary support, 

particularly from the discipline of gerontological nursing. Older people receiving end of life 

care require comprehensive geriatric assessment. This encompasses the relief of pain and 

other symptoms, the management of physical and psychological problems and the 

integration of social, spiritual and environmental aspects of care delivery. Fundamentally 

this involves the recognition of the unique features of symptom and disease presentation, 

the interaction between diseases, the need for safe drug prescribing, and the importance of 

a tailored multidisciplinary approach for older patients receiving palliative care and their 

family. Care must emphasise the importance of autonomy, centralising the older person’s 

(and his/her family’s) involvement in decision-making. Equally, care professionals need to 

acknowledge and address the existence of ethical dilemmas inherent in individual 

experiences of end of life care. Policy should therefore emphasise the necessity for excellent 

staff communication skills when discussing and giving information to older people and their 

families, address the needs of older people and their families across all settings, pay special 

attention to transitions within and between settings of care and offer a support system to 

help families cope during the terminal phase of care  (Pautex et al, 2010). Effective palliative 

care for older people requires partnerships between geriatric medical teams, community 

healthcare professionals, nursing homes and palliative care staff (Davies and Higginson, 

2004). The importance of comprehensive policy addressing end of life care is demonstrated 

in current service gaps in Ireland. For example, two recent Irish studies (Payne et al. 2009, 

Casey et al. 2011) indicate a lack of staff understanding of the principles of palliative care, a 

failure to recognise approaching death until it is too late to implement care and uncertainty 

about how to deal with older people as they are dying. Thus, in many cases the provision of 

appropriate palliative care services for older people at end of life has not yet occurred. 

Accordingly, policy and practice must be responsive and wholly integrated into care delivey 

in all settings (Davies and Higginson 2004). 

Ireland has the opportunity to  underpin policy with recommendations of the Prague 

Charter which urges national governments of all developing and developed countries to 

implement healthcare and social policies that will ensure the relief of suffering through 

adequate access to patient centred palliative care wherever it is needed, either in hospital, 
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hospice, at home or in any other place of care in all regions of the world (Radbruch et al, 

2013). This has relevance in the development of relevant and appropriate skills for nurses 

caring for older people in all settings. Consequently, it will take both governmental and 

organisational commitment to nurture and include the development of palliative care 

philosophies in older person care services. Adopting a palliative care approach would help 

to ensure that older people and their families were aware of the meaning and implications 

of this type of care and would help to create a more permissive environment for exploration 

of issues related to death and dying.  

 

Advance Care Planning 

The goals of advance care planning are to avoid crisis driven decision making and 

inappropriate treatments. However, there is a need to shift the focus from premature 

decisions based on incomplete information to preparing individuals and their families and 

care staff for the types of decisions and conflicts older people may encounter when they do 

have to make ‘in the moment’ decisions. Within an environment where there is continuity 

of contact, the opportunity to build relationships and conversations over time, discussing 

and documenting end of life care preferences can and should be threaded through 

conversations about what is important to older people and their families. While advance 

directives appear to increase the likelihood that a person’s wishes not to be hospitalised or 

resuscitated will be respected, the percentage of compliance may be low. Some reasons for 

this include physicians, nurses and relative’s attitudes, disorganisation or lack of clarity of 

documentation and inconsistent or vague language in documents. It is often difficult for 

people to make their wishes known when nearing death, but to have an understanding that 

their wishes will be respected can take that fear away when dying (Fernandes, 2008). Some 

families find it difficult to represent what they think would be wanted by the older person 

because they genuinely do not know what the person would want.  For others it may be  

hard because of perceived inappropriateness of conversation, emotions , grief and the guilt 

involved in discussing end of life care treatments and because the consequences of the 

decision might be the death of their loved one. 

 

Integrated Care Pathways:  

While the recent review of the Liverpool Care Pathway for the Dying Patient (Nuberger et al, 

2013) has made forty four recommendations with respect to its use and value, and the 

pathway in its current form, is no longer to be used, the reviewing committee however has 

recommended that every dying resident has a documented end of life care plan.  
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Palliative Care Education to improve End of Life Care  

As staff may lack formal training in palliative and end of life care, palliative care education 

can enhance and optimise the care experience (particularly in pain control and 

communication with residents families). To improve quality of care at end of life, there is a 

need for continuous discourse, partnership and inclusion of all stakeholders of palliative 

care education to deliver education that is relevant, practical and transform care at the 

bedside (McDonnell, et al, 2009). 

Excellent communication skills are central to optimal care delivery in end of life care. 

Identifying when an individual is moving into a terminal phase will assist the healthcare 

team to provide appropriate care and communication. However, this decision is not easily 

made, because there are few clear indicators to identify when a person should be 

considered to be in the terminal phase of life. This is particularly difficult when the older 

person has a number of co-morbidities. The healthcare team needs to understand that the 

transition from curative care to a palliative approach and specialised education and practice 

development is fundamental to achieving this. Failing to recognise dying as part of aging and 

later life is also to failure to offer the care –medical or spiritual that is specific to the dying 

experience.  

In conclusion, AIGNA would argue that end of life care must be flexible, contemplative, and 

responsive to need if it is to address the uncertainty associated with death and dying. 

Trajectories of dying are not always linear, as older people move in and out of the zone of 

living and dying. The need for end of life care can arise sometime before death becomes 

imminent and it depends upon the physical, mental and emotional state of the patient and 

family. Meeting that need when and where it arises is the essence of person centred care 

and contributes to the facilitation of a peaceful death for the older person. 

 

Recommendations 

 That all older people should have palliative care as part of their on-going care and in 

particular as part of end of life care. 

 Staff caring for older people should have access to education and development that 

allows adequate skill development in the area of palliative care and end of life care. 

 That dying may be seen as a natural process and individuals are cared for in a 

manner that is professional, dignified, peaceful and without crisis, however that 

good quality care with consideration to the principles of palliative care will be 

provided. 

 In the event that an older person has complicated end of life care issues, the 

specialist palliative care team should be available to consult with the team caring for 
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that person and assist in developing strategies to control symptoms and improve the 

quality of their lives at that time. 

 Families and significant others in the lives of older people should be  fully informed 

of goals of care and limitations of interventions so that final days may be spent 

without undue upset to the family and older person. 

 Communication skills should be a priority for staff caring for older people at the end 

of their lives. 

 End of life care plans should be available in all settings and all staff confident in 

addressing issues around end of life care. The presence of the end of life care plans 

should contribute to the wishes of an older person and their family being met and 

enable staff to make the decisions at a time of deterioration in condition if 

necessary. 

 Advance care planning discussions should involve more than discussion around the 

use of CPR/ resuscitation. It should include discussion of the interventions that might 

be beneficial. For older people in log term care of at home, issues related to the 

possible transfer to hospital should be discussed and wishes clarified. It is important 

however to note that in the event of an acute crisis occurring, staff may feel they 

have no option but to transfer the resident to the acute stay setting. 

 Clear documentation of planning discussions should be available to all staff caring for 

an older person so that no conflict occurs.  

 Facilities should be provided for families where older people are cared for provide 

who may wish to stay with their loved ones in their final days/ hours.  

 Mortuary facilities / Chapel of rest facilities should be available particularly for those 

who have lived in long-term care for a considerable amount of time as the unit is 

considered to be home. 

 There is a need to develop partnerships between palliative care and older person 

care that embrace the philosophies of care of both specialities. 

 There is a need to develop guidelines for a palliative care approach for older people 

which includes care at the end of life. 

 

 

 

References available on request 
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Towards realistic and flexible advance care planning 

 Submission from Professor Desmond O'Neill, MA MD FRCPI AGSF 

FRCP(Glasg) FRCP from the Centre for Ageing, Neuroscience and the 
Humanities, Tallaght Hospital: I am a professor of Medical Gerontology in 
Trinity College Dublin, and a consultant geriatrician at Tallaght Hospital. I 
have over 25 years experience in national and international geriatric 
medicine, and have chaired the Irish government working group on elder 
abuse, the Council on Stroke of the Irish Heart Foundation, and am a former 
medical director of the Alzheimer Society of Ireland. 

 The submission on advance care planning draws on significant background in 
clinical ethics and gerontology (I am the most widely published researcher in 
clinical ethics in the peer-reviewed literature in Ireland) and over concerns 
over the simplistic and often negative nature of current proposals for 
advance directives.  

 Recommendations:  

 Advanced care preferences should be planned at at a point where the patient 
has some experience and knowledge of the likely conditions.  

 The plan should be developed with a healthcare professional who has in-
depth knowledge of the relevant conditions.  

 It should be possible to request positive, pro-active care as well as treatment 
refusal.  

 Those looking after the patient would have specific training in gerontology 
and dementia care would be reasonable. In this way, so that the patient’s 
wishes can be interpreted in a sensitive fashion for as long as possible and 
flexible advance care preferences constructed that can adapt to changing 
circumstances and new therapeutic and palliative advances. 

 Rather than binding my healthcare providers into an out-dated view of a 
fast-changing medical landscape, the plan should be phrased in terms of 
advanced care preferences with a strong moral force rather than a legally 
binding directive. 

 

1. The suffering of the many Irish people who bought houses at the height of the 

economic boom with variable mortgages is a topical and telling demonstration of the 

difficulties of planning for the future. What seemed like a good idea in 2006 has 

become a millstone around many necks, putting huge strains on marriages and family 

life, and is deservedly a topic of national debate.  

 

2. Signing into a binding written commitment for their financial future has been a 

bitter experience for this large group of people: how much more painful might it be if 

they had signed into unhappy binding agreements about their future healthcare?  
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3. The illusion that the future healthcare can be tightly defined is typified by the case 

for advance directives, an idea for which enthusiasm has unhappily out-stripped an 

increasingly critical biomedical literature1. This ranges from their description by the 

majority of ICU staff in one US study as ‘useless’2 to clear problems which arise 

when advance directives are patently in conflict with the patient’s best interests3. 

 

4. Three main criticisms can be levelled at most forms of proposed advance care 

directives currently available in Ireland – the most prominent of which is Think 

Ahead www.thinkahead.ie , in part funded by Atlantic Philanthropies - as well as the 

recommendations of the Irish Law Reform Commission4. They are generally negative 

in nature, focussing on non-treatment rather than treatment, and offer an impoverished 

pallette of responses to the demands of late-life complexity. A further major concern 

is the extent to which they may consciously or unconsciously reflect widespread 

ageism and prejudice against disability, a trend magnified by underprovision of 

gerontological nursing skills in many settings5. 

 

5. This was illustrated in an RTE documentary in 2009 which prefaced a discussion 

on end-of-life care with a video of a man with Parkinson’s disease apparently 

aspirating on regurgitated feed from a gastrotomy tube. To any trained clinicians 

watching, the problem was a care issue in that he was being fed while recumbent, and 

not necessarily that of the ethics of life support and disability, a point completely 

missed by the panel on the programme. 

 

6. Combatting negativity about life with dementia and disability reamins challenging, 

despite ground-breaking conceptual6, ethical7 and empirical study on preserved 
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personhood and quality of life in dementia8. Research on personal growth in 

disability9, as well as the remarkable testimony of the Irish film-maker Simon 

Fitzmaurice on his struggle to ensure that he would be ventilated with his motor 

neuron disease10, should instil caution on those who might consider eschewing life-

support in advance planning for a possibile future disabling illness. 

 

7. Older people themselves understand that late life is also a time marked by 

complexity, increased inter-individual variability and unpredictability, and defer 

advance care planning to a time when the reality of illness and disability are salient, 

as displayed by a study from the first Irish longitudinal study on ageing11. In the 

USA, it is a striking that many avoid engaging with advance directives in settings 

where the law mandates that they should be offered the opportunity to make one12. 

For those that do make an advance directive, frequent changes are common13, and it 

is clear that patients do not desire a stark dichotomy between life-sustaining treatment 

and hospice care14. 

 

8. So given that some form of advance care planning is clearly desirable at certain 

stages of health care, what form of mechanisms might we put in place, building on the 

encouraging finding that Irish doctors appropriately consult with patients and their 

families when altering treatment intensity at the end of life? 

 

9. Such care should be planned at at a point where the patient has some experience 

and knowledge of the likely conditions. The plan should be developed with a 

healthcare professional who has in-depth knowledge of the relevant conditions. It 

should be possible  request positive, pro-active care as well as treatment refusal. For 
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example, given that the most likely scenario for impaired decision-making capacity in 

clinical practice arises from the two key illnesses of later life, dementia and stroke, 

specifying that those looking after the patient would have specific training in 

gerontology and dementia care would be reasonable.  

 

10. In this way, so that the patient’s wishes can be interpreted in a sensitive fashion 

for as long as possible and flexible advance care preferences constructed that can 

adapt to changing circumstances and new therapeutic and palliative advances. 

 

11. Rather than binding my healthcare providers into an out-dated view of a fast-

changing medical landscape, the plan should be phrased in terms of advanced care 

preferences with a strong moral force rather than a legally binding directive.  

 

12. The impending Irish legislation on mental capacity promotes the concept of co-

decision-maker. This is a more useful concept than that of health-care proxy, a subtle 

but important emphasis on assisted decision-making, extending autonomy. Even in 

late dementia, a patient may make preferences clear by pulling out a tube or line, or 

by insisting in drinking despite a swallow disorder which means that liquids may spill 

into the lungs: what is most important is that the care staff know how to interpret and 

support these decisions 

 

13. Bertrand Russell wrote that the demand for certainty is one which is natural to 

man, but is nevertheless an intellectual vice. There is an urgent need for Irish 

clinicians to inject reality into the national debate on advance care planning so as to 

develop new models which avoid early foreclosure on options for a full palette of care 
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at the end of life. 

 

Desmond O’Neill MD FRCPI 

Centre for Ageing, Humanities and the Neurosciences, 

Tallaght Hospital 

Dublin 24 

 

doneill@tcd.ie 
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End-of-life care in Nursing Homes 

 Submission from Professor Desmond O'Neill, MA MD FRCPI AGSF 

FRCP(Glasg) FRCP from the Centre for Ageing, Neuroscience and the 
Humanities, Tallaght Hospital: I am a professor of Medical Gerontology in 
Trinity College Dublin, and a consultant geriatrician at Tallaght Hospital. I 
have over 25 years experience in national and international geriatric 
medicine, and have chaired the Irish government working group on elder 
abuse, the Council on Stroke of the Irish Heart Foundation, and am a former 
medical director of the Alzheimer Society of Ireland. 

 The submission on end-of-life care in nursing homes draws on significant 
background in clinical ethics and gerontology (I am the most widely 
published researcher in clinical ethics in the peer-reviewed literature in 
Ireland) and over experience in settings such as the Leas Cross Review.  

 Recommendations:  
1. Strategically, the Irish health services, and in particular nurses and 

general practitioners need to consider the best approach to developing 
a synthesis of gerontological, palliative and dementia expertise in the 
nursing home and community setting which will enhance care of this 
patient group in conjunction with specialist nurses, physicians, 
psychiatrists and allied health professions 

 

Palliative care for older people in nursing homes     

 
 
 

 

1. Healthcare does not follow a linear track of prevention, health gain, health 

maintenance and palliative care. Instead, aspects of each occur to differing degrees at 

various stages of life1. While the palliative care component increases as we near the 

end of our life span, we also engage in a range of preventive measures in later life 

(and in nursing homes) such as influenza vaccination, falls prevention programmes, 

and cardiovascular prevention. Finding the right equipoise between the various 

components is a complex task, and the emergent interest in end of life care for older 

people provides an opportunity for reflection on the global care needs of this 

population. This is a significant issue, as although at any one time less than 5% of 

older people are resident in nursing homes, 46% of older people will spend time in a 

nursing home before they die2. Those in nursing homes are the most frail group of 

older people3, and nursing homes are an increasingly common place for older people 

to die. Are there synergies for improving during-life and end of life care in nursing 
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homes, and what skill sets do we need to develop to ensure person-centred care 

throughout the stay in nursing home?  

 

2. The promotion of better standards of care in nursing homes has been a growing 

theme in the international literature, and has been the catalyst for major initiatives 

such as the Minimum Data Set (a standardized needs assessment) in the USA and 

other countries4. At the heart of solving the challenge of high quality nursing home 

care is the provision of adequate numbers of adequately trained staff, with adequate 

support structures. The recent interest in palliative care for older people in Ireland 

serves as a prompt to see where this initiative might fit into, and support, the wider 

care spectrum of needs of older people. Navigating the juncture when really sick 

becomes dying is particularly challenging, and is a core part of gerontologically-

attuned health care, whether geriatric medicine or gerontological nursing. Is it 

possible that improving during life care will improve end of life palliative care?5  

 

3. Although a range of professionals provide care for older people in nursing homes, 

the two largest professional groups are nurses and family doctors. At least three sets 

of training skills are relevant to these professions in nursing home care: gerontology, 

dementia care and palliative care. Gerontological nursing promotes both during-life 

and end of life care for older people in nursing homes: the specialist knowledge, 

skills and attitudes facilitate the understanding and ability to deal with the complex 

issues of ageing, disability, rehabilitation, communication and palliation. Although 

this type of training of care staff in nursing homes can greatly improve quality of life 

for older patients6, it is under-represented currently in nearly all settings of care for 

older people. 

18



 3

 

 

 

4. Official recognition has been tardy and has failed to adequately recognize the 

specialist skills needed for the complex care of older people. A document released by 

An Bord Altranais in 2009 on nursing older people failed to mention gerontological 

nursing or specialist nursing of older people, an omission highlighted by a similar 

document in the UK released two months previously which specified that nursing 

older people was a specialism7,8.  Similarly, a review of end of life care in Irish 

nursing homes catalogued various technical and professional capacities, but not 

whether the nursing staff had any training in gerontological nursing9. Even the Health 

Information and Quality Authority (HIQA) standards for nursing homes (excellent in 

general) only specify gerontological training for directors of nursing10. For dementia 

care, specialist skills have been revolutionized by the pioneering work of Kitwood11. 

5. In recognising that the experience of dementia is unique to the individual and 

dependent on the interaction of many factors a person centred approach can be 

developed when considering care (including palliative elements) in this group. 

Dementia follows a disease trajectory that is progressive, individual and 

heterogeneous, and patients with dementia account for an increasing proportion of 

demand for palliative care, both in nursing homes and in the community.  

 

6. Finally, the need for specific palliative care skills has become an emergent 

priority12. A formal focus on palliative care in nursing homes has been relatively 

recent and referral to hospice care for patients with dementia is very low. The 

majority of nursing home care staff in Ireland has not received any formal 
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qualifications in palliative care. Less than one third of all facilities reported that their 

nurses held a post-registration qualification in palliative care or that their care/support 

staff had attended short courses in end-of-life care: it is of some relevance that we do 

not know the corresponding figures for gerontological or dementia care training9.  

7. Since 1994 there have been several reports on the reform of policy for palliative 

care services but many of the recommendations from these earlier reports have not 

been implemented and the focus remains on palliative care for cancer patients with 

little emphasis on older people, especially older people in long stay settings13.  The 

value of educational interventions in palliative care can be considerable. A WHO 

Palliative Care Demonstration Project providing basic training in palliative care for 

all healthcare professionals increased access to specialist care in palliative care for 

long term, non-cancer, chronic conditions and saved an estimated eight million euro 

on acute hospital services and resources14,15. 

 

8. Strategically, the Irish health services, and in particular nurses and general 

practitioners need to consider the best approach to developing a synthesis of 

gerontological, palliative and dementia expertise in the nursing home and community 

setting which will enhance care of this patient group in conjunction with specialist 

nurses, physicians, psychiatrists and allied health professions. A gerontologically 

attuned approach to care is central as ageing and disability affect virtually all nursing 

home residents, while dementia and death are common but not universal. A synthesis 

of these skill sets is essential as expertise in one particular area is not sufficient in 

isolation. We do not yet know the right combination, and a recent study on end of life 

care of those with advanced dementia in nursing homes omitted to factor in the skill 

bases of the attending nurses and doctors16. Further studies need to factor in the three 
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skill sets in order for us to appraise how we care for people with age-related disease 

and disability, and in particular dementia, at the end of their lives.  It would be 

prudent to address the gap in the education of our nurses and doctors in relation to 

gerontological, dementia and palliative skills so that these specialist skills can be 

developed from an early stage in training.  

 

9. If a drive for better palliative care for older people also improves gerontological 

and dementia care, could it be that: "In my end is my beginning"? 

 

 

M Canavan, D O’Neill 

Centre for Ageing, Neurosciences and the Humanities, Adelaide and Meath Hospital, 

Tallaght, Dublin 24 

Email doneill@tcd.ie 
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Executive Summary 
 

End of life care does not finish when a child has died. The death of a child of any age impacts on their parents, their 
siblings, extended family and friends and the community that child lived in. 
  
This submission to the Joint Committee on Health and Children is made by Anam Cara Parental and Sibling 
Bereavement Support and refers to the nature and consequences for bereaved parents in Ireland. 
 
This submission document also sets out to:  

 Identify the approximate number of recently  bereaved parents in Ireland at a given time; 

 Summarise existing international research on the family experience and impact of being parentally 
bereaved; and 

 Consider the unique and effective peer support model Anam Cara is delivering and its application in helping 
bereaved parents and siblings throughout Ireland 

 
 It outlines the significant impact the death of a child, of any age can have on a parent’s mental and physical health 
and highlights the intensity of their grief. Recent UK research has proved that for parents: 
 

 Early bereavement – up to 3 years 

 Mid bereavement – 3.5 – 4.5 years 

 Late bereavement – up to 30 years 
 
These time frames do not compare to the other bereavements and is not easily understood by society, including 
employers. 
 
There are limited support services available in Ireland for bereaved parents and families, with significant service gaps 
that need to be filled. 
 
The report finishes with 4 key recommendations: 
 

1.  An agreed structure for community, public, volunteer and professional education with respect to parental 

bereavement 

2. Define and educate  the normative response to the loss of a child,  

3. Identify the Support Services that can be made available to bereaved parents, to meet their needs and be 

easily accessed in the aftermath of their child’s death 

4. For families who experience the sudden traumatic death of their child/adult child, outside a hospital or 

hospice system. What mechanisms can be put in place to ensure they have the support they need and are 

not isolated in their communities? 
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INTRODUCTION 

               Need                                            Fact                                                     Impact 
              
  

 

 

 

 

 

 

 

 

 

Anam Cara is a national organisation providing online and face to support services to bereaved parents and their 
families.  Our online service includes a website and both a parents and adult sibling online message forum.   

At the Anam Cara support groups our unique strength is that we provide peer support with appropriate professional 
intervention to ensure these groups are safe and comfortable for both our volunteers and parents attending the 
variety of events we provide. These include Bereavement Information Eventing, Parent Support evenings and Family 
events. 

Our professional facilitator’s role is to ensure if parents need additional support i.e. bereavement counselling, they 
are signposted to the counselling services, if available, in their community. 

All Anam Cara services are provided without charge to families.        

Our Vision 
Every family, throughout Ireland will have the relevant support they need after the death of their son or daughter. 
  
Our Purpose 
Anam Cara provides a lifeline to parents through our on-line and face to face bereavement support services 
 

The Scale - 

           

Anam Cara is currently partnering with the Laura Centre in the UK and setting up a European Family Bereavement 
Network. The focus of this network is to bring together organisations, researchers and practitioners across Europe 
who work with bereaved children and bereaved parents. The purpose is to share information, research and best 
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practices. The inaugural meeting of The European Family Bereavement Network was in September 2013. 22 
delegates attended from 8 European Countries with organisations in Poland and Greece also intent on joining the 
European Network. A steering committee is currently agreeing our Vision/Mission Statements and terms of 
reference before registering the organisation in Belgium. 

BACKGROUND – PARENTAL BEREAVEMENT IN IRELAND 

Each year in Ireland there is a substantial number of childhood and young adult deaths (table one). Based on CSO 
statistics for childhood deaths and assuming two parents for each child there are between 982 and 1100 recently 
bereaved parents  (i.e. in the first year of loss) living in Ireland each year (see table two).   Table one also displays 
deaths of young adults between the ages of  20 and 44 years, many of whom will have had living parents and table 
two conservatively estimates the annual number of parents bereaved of adult children as between 1379 and 1627. 

Table one – deaths of children and young adults up to 44 years of age from all causes during 2007, 2008 and 2009 

Age at death  2007 2008 2009 Total 

Under 1 year 230 290 240 760 

1-4 54 44 66 164 

5 -9 17 28 22 67 

10 - 14 50 46 33 129 

15-19 149 142 130 421 

Deaths of children 0 to 19 500 550 491 1541 

20-24 202 192 204 598 

25-34 496 464 589 1549 

35-44 697 741 834 2272 

Deaths of children 20-44 1395 1379 1627 4401 

 Total Deaths 0 to 44 years 1895 1929 2118 5942 

 
TABLE 2 – Estimate of the number of newly bereaved parents in Ireland 2007 to 2009 

 2007 2008 2009 Total 

Deaths of children 0 to 19 500 550 491 1540 

Estimated no. of parents of children who died 
between 0 and 19 years (assuming 2 parents) 

1000 1100 982 3080 

Deaths of children 20-44 1395 1579 1627 4601 

Estimated no. of parents of people who died 
between 20 and 44 years (assume one 
parent) 

1395 1379 1627 4401 

Total number of parents 2395 2479 2609 7481 

 

While death in childhood is decreasing in the western world, parental bereavement is nevertheless a significant 

phenomenon when viewed from the full lifecycle perspective and cumulatively over time – the three years 2007 to 

2009 saw a minimum of 7,481 parents bereaved of a son or daughter (table 2).  

The cause of death for the 5,942 young people and children detailed in table one covers a range including perinatal, 

sudden infant death, a range of life-limiting illnesses, suicide and accident.    

Broadly deaths may be described as ‘sudden’ and ‘expected’.  This can be an important distinction in bereavement 

care as a life limiting illness or condition requiring a period of care can provide the opportunity for building 

relationship and supporting a family prior to death.  The majority of deaths follow on from an illness and families will 

have had contact with the healthcare system during this time.  However, there are still a substantial number of 

sudden deaths.  During 2007-2009, 939 of sudden deaths under 44 years of age were formally recorded as suicide.  

The 25 -34 year old age groups are most vulnerable with between 110 and 139 suicide deaths recorded annually 

27



5 
 

during this period (Appendix One).    In that same age group of 25-34 year olds annual road traffic fatalities are 

recorded at between 44 and 60 per year.  (Appendix Two) 

WHAT DO WE KNOW ABOUT PARENTAL BEREAVEMENT? 

Parental bereavement is different to other types of loss.  This is true from parents’ accounts of their experiences, 

and also based on the research literature in the area.   In particular the research tells us that parental bereavement 

differs in the following ways: 

- In its intensity and associated level of distress parental bereavement is different to other grief, regardless of 

type of death (Stroebe et al, 2006). Twice as many parents suffer complications and intense distress 

compared to other bereaved people. Meert et al (2011) report 38% distressed at 18 months following ICU 

deaths; Dyregov  (2003) reported between 57 and 78% distressed at 18months following suicide or 

accidental death and a recent study (McCarthy et al 2011) described 41% of parents as distressed four years  

following the cancer death of a child. 

 
- There are significant health and mortality impacts, some of these relating to somatic/physical complaints 

and some to behaviour including risk taking, alcohol and suicide. Bereaved parents had up to five times the 

mortality rate of non-bereaved in one UK census study. (Harper, 2011) 

 
- The health impact of the loss lasts over time, in one study up to 18 years ( Li, 2003).  

 
- There may be cost and economic hardship implications for parents during illness and bereavement (Corden 

et al, 2002). Half of bereaved parents in an Australian study cited fees for mental/psychological services, 
general practitioner services and costs relating to loss of pay or change in employment as a feature of their 
bereavement (Compassionate Friends, 2007). A second study linked economic pressure following a child’s 
death to depression (McCarthy et al 2011) 
 

- For bereaved parents social Isolation is a significant risk factor for later problems in coping and complications 

(Dyregov, 2003) 

 

- On the other hand, making sense of the death and being able to derive meaning from it, has been linked to 

resilience and coping more than any other feature including the circumstances of the child’s death (Keese et 

al, 2008) 

 

- Parents who are bereaved rate peer support as a useful service (NHS review of bereavement services, 

University of Nottingham, 2011) and it may address a gap in their natural social support. 

 

- Mothers and fathers may have different experiences of grief, or different ways of expressing it.  An 
Australian study showed that bereaved mothers’ and fathers’ distress peaks at different times over a three 
year period (Vance et al 2002). Fathers’ mortality risk linked to ‘unnatural causes’ in the early period 
following a child’s death while mothers’ mortality risk lasts over time and for ‘natural causes’ according to Li 
et al (2003). 

 
 
All in all bereaved parents are one of the most vulnerable people in Irish Society today, couple with financial 
pressures, it is an area that the Oireachtas Joint Committee needs to consider how we can mitigate unnecessary 
mental and physical health complications, that will end up being a huge expense to the state. 
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WHAT ARE BEREAVED PARENTS COPING WITH? 

Specifically Linked to Bereavement  

Problems at Work 55% 

Financial Difficulties 42% 

Relationship Difficulties 64% 

Childcare Problems 33% 

Concerns about family coping 88% 

 
 
Actioned Identified 
 
Support the development of communities and natural networks to meet the needs of bereaved parents in the 
families who have been affected by the sudden death of their child/adult Child through SAD, Road Traffic Collision, 
Accident in the Homes/Farm, Water accidents. 
 
Promote research to trace the course of bereavement, determinants of coping and effectiveness of interventions for 

bereaved parents in Ireland. 

The health sector in Ireland is a major employer,  Anam Cara calls on the Oireachtas Joint Committee to set the 
example in the support of bereaved parents on returning to work, by setting up guidelines and best practice for HR 
Managers and work colleagues. Anam Cara would work with you on this project. 
 
For every parent the grief following the death of their child is complicated and that is normal. Anam Cara would 
request understanding Parental grief should be incorporated into primary care, mental health services, palliative 
care and the private and voluntary services who provide therapeutic care.   

 

WHAT DO WE KNOW ABOUT SIBLING AND CHILDREN’S BEREAVEMENT? 

The impact of parental bereavement on the individuals who are the parents have been described here.  A second 

priority is bereaved children, or siblings.  One of the cornerstones to children’s bereavement care is the provision of 

support of their parents (Children’s Bereavement Network UK, 2007). Sibling bereavement care has been identified 

as an important area for development in health policy in Ireland (DOH&C, 2010).  Siblings’ own childhood, grief and 

loss can be unintentionally eclipsed. Siblings may strive to protect and please parents, to take on roles or 

replacement duties of the dead child and to hide their own reactions.   Losing a sibling as an older adult also brings a 

set of challenges and has been described as ‘disenfranchised grief’. Society allows for an implicit rank order of 

grievers – with sympathy going to parents and new families over adult siblings who can feel themselves forgotten.  
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Action Identified 

 Set up a support mechanism for young adults to ensure they have access to the information and support 

they need following the death of a brother or sister. 

 Important to have links to the established organisations in Ireland e.g.  Jigsaw, Headstrong  

 

WHAT DO WE KNOW ABOUT BEREAVEMENT CARE? 

Evidence for bereavement care in general shows that it is best provided in a continuum ranging from information 

and natural supports through to volunteer listening and befriending systems with counselling, psychotherapy and 

formal interventions required for the minority (NICE, 2004; Petrus et al, 2008).      Peer support can be viewed within 

this pyramid structure as acting at both level one and level two by providing information, resources and memorial 

opportunities.  Organised peer support structures are also in the position to provide information on professional 

services for those who require them.  (See Figure 1) 

Peer support can attach to and supplement the existing bereavement supports of health and community structures.    

Arguably hospitals, primary care centres and other settings are temporary in their connections with parents and 

children and tend to be associated with illness and treatment phases rather than follow-up family care.   Peer 

support groups are intended as a bridge back to the community.  In the UK Cruse bereavement care sponsored a 

‘bereavement care pathway’ adopted by aspects of the NHS (see appendix three).  It outlines the range of services, 

professionals and volunteers who can be involved in the immediate aftermath of a death and over time. These all 

have a bereavement support role and information and training requirements – from emergency personnel, to 

funeral directors, general practitioners, hospital staff and community based bereavement support. 

 

Figure One: Levels of bereavement need and appropriate bereavement care responses. (Petrus et al, 2008)  
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While the evidence of impact of peer support is harder to establish than the impact of formalised therapies, a recent 

review underpinning the NHS End of Life Care Strategy  specifically noted the relevance of peer support to bereaved 

parent and concluded: 

‘peer group support was perceived favourably by participants in studies where these were a feature of the 

(overall) service but tended to particularly suit those who had experienced the loss of a child or when groups 

brought together people with shared characteristics in terms of the nature of the bereavement and the 

trajectory of the loss’ (University of Nottingham, 2010 p19) 

Professional psychotherapy, counselling and psychological services are indicated for parents who experience on-

going debilitating difficulties and depressive symptoms.  As notes in the research evidence complicated grief is linked 

to poor health and mortality.  An advantage of a continuum approach to bereavement care is the ability to link up 

levels of service and provide opportunity for self-diagnosis.  

 

WHAT ARE THE ADVANTAGES OF PARENTAL AND SIBLING PEER SUPPORT AS PROPOSED BY ANAM CARA? 

 

In the context of the research findings outlining parents experiences, including their vulnerabilities and health risks it 

is proposed that a nationally facilitated peer support structure has some of the following advantages.  

- Simply defined as  ‘company’, peer support in actual and virtual forms can reduce social isolation 

- Peer support can normalise the intense grief that parents are experiencing by providing an opportunity to 

observe and interact with others who share aspects of their bereavement   

- Sharing promotes models of surviving:  the information-provision and group meeting structure of Anam Cara 

allows exposure to other parents’ experiences, explanations and interpretations for feelings, experiences 

and behaviours. Without being directive, ranges of approaches to coping are shared. 

- Peer support provides a structure for information sharing and health promotion (e.g. opportunity to attend 

the bereavement talks given by professionals who are experienced in working with parental grief). These 

talks can promote ‘self-assessment’, helping parents who are experiencing most difficulty and who might 

benefit from professional help to identify their need and access suitable professional service.  

- The peer support model means at different times parents can benefit not only from receiving care, but also 

from giving care to others. Both these aspects of social support have been shown to be protective and 

beneficial. 

- Anam Cara operates as a support for both parents and siblings when a child or sibling has died by providing a 

space for families to feel included, less ‘different’ 

- Formally organised peer support such as that developed though Anam Cara is constituted in a safe and 

transparent manner, with monitoring and supervision structures built in for its volunteer parents.  

- Organised support systems allow the specific requirements of child-bereaved parents and families to be 

identified and met, where possible, by parents themselves. 

- Organised bereavement support systems such as Anam Cara allow the specific requirements of child-

bereaved families to be represented to service providers (e.g. funeral directors, emergency services, schools, 

health services) and foster effective advocacy.   

- The peer support model Anam Cara offers with both volunteer (bereaved parents) and Professional Co-

facilitators ensures parents who are experiencing complicated or Post Traumatic Stress after the death of 

their child are supported and signposted to the relevant services in the community, if available these 

services are available. 
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Action Identified 

Appropriate professional services to be made available to Bereaved parents within a reasonable time frame. This 

will ensure they can work through any issues they may have that are preventing them from grieving the death of 

their child. 

 

CONCLUSION  

The figures provided in Appendices One and Two allow us to extrapolate to a sizeable proportion of Irish people who 

have had the experience of having one of their children die.    Based on research, within the first year the majority of 

those parents are suffering at clinically significant levels.  Evidence shows that poor health outcomes may be 

mediated by social/psychological facets such as ‘sense-making’ (or the inability to makes sense of what has 

happened/ to build new realities) and self-imposed social isolation.    

Services such as Anam Cara have the opportunity to link the majority of bereaved parents to appropriate, non-fee 

paying, non-counselling peer support which, in turn, ensures that professional services are used and accessed only 

by those most in need of therapeutic help.  

 

Signed  

 

On Behalf of Anam Cara 

 

Email: s.vard@anamcara.ie           Office: 01 4045378                     www.anamcara.ie  

Anam Cara 
HCL House, 
Second Avenue, 
Cookstown Industrial Estate 
Tallaght 
Dublin 24 
 

Anam Cara Parental & Sibling Bereavement Support Group Limited, trading as Anam Cara is a company limited by 

guarantee not having a share capital, registered in Dublin Ireland with registered company number 452644. 

Anam Cara Parental & Sibling Bereavement Support group limited is also a charity with CHY Number 18073 

Directors: J. Mullins ( Chairman) M. O Neill (Secretary),  S.Vard(CEO),  M. McEnerny, E. Delany, J. Hynes. A. McGroddy 
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Appendix One – Suicide and undetermined cause of death age 0 to 44 years in Ireland 2007-2009 
 

 2007  2008  2009   

Age in 
yrs Suicide Undetermined Suicide Undetermined 

Suicide  
I.S.H. Undetermined Total 

0 to 4 0 1 0 0 0 1 2 

5 to 14 8 0 3 0 4 2 17 

15 to 24 91 21 94 8 90 24 328 

25 to 34 110 26 118 22 139 46 461 

35 to 44 83 21 96 18 113 34 365 

Total 292 69 311 48 346 107 1173 

 

Ref: Irish Association of Suicidology, 2011 
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Appendix Two  

Ireland Road Traffic Fatalities 2007 - 2009  

     
Male and 
Female 2007 2008 2009 TOTAL 

0 - 9 yrs 8 10 8 26 

10 -16 yrs 6 10 9 25 

17 - 24 74 88 68 230 

25 - 34 60 44 52 156 

35 - 49 44 36 44 124 

Total  192 188 181 561 

Total Number of RTA  Deaths between 2007 - 
2009  
  Ref: RSA Reports 2007/2008/2009 
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Appendix Three – Bereavement Care Pathway 
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Houses of the Oireachtas, 

Leinster House 

Dublin 2 

 

END OF LIFE CARE IN IRELAND – REQUEST FOR SUBMISSIONS 

 

1. Brief Introduction: 

COPD Support Ireland is the first national patient led advocacy group for people living with Chronic 

Obstructive Pulmonary Disease (COPD).  As a national charity COPD Support Ireland was established 

to support all those living with COPD.   

As a membership based national network, COPD Support Ireland is ideally placed to raise issues of 

palliative and end of life care from a patient’s perspective.  Our membership is made up of those 

living with COPD and their families. 

Established in 2013 we are beginning our discussions on the impact of COPD on suffers and their 

families.  It is our intention in the future to hold in-depth discussions with our members on services 

and supports required for those living with COPD including access to palliative care services.  

We would welcome an opportunity at a future date to present the outcome of our discussions to the 

committee.   

2. Executive Summary 

Chronic obstructive pulmonary disease (COPD) is a chronic disease of the lungs associated with 

narrowing of the airways producing symptoms of cough and shortness of breath.  The damage in the 

lungs is not reversible but does respond to treatment. Patients are liable to suffer acute 

deterioration in their disease associated usually with infections which lead to exacerbations. These 

exacerbations cause the patient to present to either their family doctor or sometimes to the 

emergency department of hospitals in need of intervention and unfortunately frequent admission to 

hospital.  

Traditionally palliative care services have been associated with cancer and has led to conditions such 

as COPD not receiving the same uptake on palliative care services.  There is a need for education and 
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awareness raising among patients and service providers that palliative care is also about providing 

support in the self-management of the illness. 

The introduction of palliative care in a patient/s life can create unnecessary anxieties about end of 

life care.  However, there is strong evidence that once appropriately introduced and at the correct 

time, people living with COPD can benefit greatly from the palliative care services. 

 

The COPD Clinical Programme, as part of the National Clinical Programmes in the HSE, has a key role 

and function in reducing admissions to hospital and supporting best practice in primary care 

solutions.  This clinical programme would be ideally placed to generate the overall model of care, 

including palliative care for COPD. 

 

3. Recommendations 

3.1 A working group is to be established to devise, implement, plan and pilot a proposed Model 

of Care for patients with COPD who have reached stage III or IV disease classification. Such a 

model will provide a clear pathway of access to all levels of palliative care for a patient with 

advanced COPD whose disease is deteriorating. The model should demonstrate the role, 

degree of specialisms and interface between the different professionals involved. This model 

should be linked with the integrated care pathways developing in the HSE transformation for 

change programme and existing and developing initiatives from Respiratory Care, Primary 

Care and SPC. 

 

3.2 Pulmonary rehabilitation programmes should have an introduction to palliative component. 

 

3.3 The COPD Clinical Programme of the HSE’s National Clinical Programmes be adequately 

resourced to develop best practice in the inclusion of palliative care as a key strand in the 

overall primary care services. 

 

3.4 Referrals for palliative or end-of-life care for patients with advanced or end-stage COPD 

should only be made as a result of a respiratory assessment carried out by a respiratory 

physician. 

 

3.5 Post graduate education for staff working in respiratory medicine should have a defined 

palliative care component. 
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3.6 Patient led information leaflets on the triggers for referral to SPC and role of palliative care 

for people with COPD to assist in generating awareness for all staff working in this area 

should be published and made available. 

 

3.7 All service and policy developments relating to COPD should reference the need for 

palliative care to be part of the COPD service framework 

 

3.8 Emerging COPD treatment interventions which have a palliative care element should include 

evaluation which will assist in determining evidence based information on the timing and 

impact of palliative care for people with COPD. 

 

3.9 Developing a referral protocol and a care pathway for COPD patients is a priority. Palliative 

care should be embedded in respiratory care for COPD patients to ensure best pathways for 

patients presenting at A&E. 

 

3.10 Further examination is required on the palliative care needs of people with other 

respiratory diseases 

4. Submission 

4. 1 What is COPD?  

 Chronic obstructive pulmonary disease (COPD) is a chronic disease of the lungs associated 

with narrowing of the airways producing symptoms of cough and shortness of breath.  The damage 

in the lungs is not reversible but does respond to treatment. However, it can be progressive and 

associated with severe shortness of breath in its advanced stages. Patients are also liable to suffer 

acute deterioration in their disease associated usually with infections which lead to what are called 

exacerbations. These exacerbations cause the patient to present to either their family doctor or 

sometimes to the emergency department of hospitals in need of intervention and unfortunately 

frequent admission to hospital. 

 

4.2 How is it diagnosed? 

A simple breathing test called spirometry is required but unfortunately this is not available to most 

GP practices.  
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4.3 How common is it? 

 This is a common disease. It is estimated that in Ireland 440,000 people have COPD, of 

whom over 180,000 have moderate or severe disease, only half of whom may be diagnosed1. It is a 

disease that becomes more common with increasing age.  

 

Each year there are 12,000 admissions to hospital with this disorder with a length of stay in hospitals 

considerably longer in Ireland than in the UK. About 1400 patients a year die from the disease. COPD 

is the most frequent cause of patients with chronic disease requiring admission to hospital and 

furthermore the most frequent cause of patients requiring readmission. 

 

4.4 What causes it? 

 It is predominantly though not always induced by cigarette smoking. However up to 10% of 

patient with COPD never smoked and many may have stopped many years previously. 

 

4.5 Stages of COPD 

 

There are 5 stages of COPD: 

 

Stage 0: At Risk – Chronic cough and sputum production, lung function is normal 

 

Stage I: Mild COPD – Mild airflow limitation and usually, but not always, chronic cough and sputum 

production. 

 At this stage, the individual may not be aware that their lung function is 

abnormal. 

 

Stage II: Moderate COPD – Worsening airflow limitation and usually the progression of symptoms, 

with shortness of breath typically developing on exertion. 

 

Stage III: Severe COPD – Further worsening of airflow limitation, increased shortness of breath, and 

repeated exacerbations which have an impact on patients’ quality of life. 

 Exacerbations of symptoms, which have an impact on a patient’s quality of life 

and prognosis,  

                                                             
1
 Schirnhofer L, Lamprecht B, Vollmer WM, Allison MJ, Studnicka M, Jensen RL, et al. COPD Prevalence in 

Salzburg, Austria: Results from the Burden of Obstructive Lung Disease (BOLD) Study. Chest. 2007  
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Stage IV: Very severe COPD – Severe airflow limitation.  

 At this stage, quality of life is very appreciably impaired and exacerbations may 

be life-threatening. 

 

4.6 COPD Clinical Programme: 

The COPD Clinical Programme is part of the HSE’s National Clinical Programmes.  The key objectives 

of the COPD Programme are: 

 Decrease morbidity and mortality through: 
 Correct and early Diagnosis  
 Correct treatment based on best practice guidelines for treatment (self management, GP 

and Pharmacy management) 

Access  

 Implementation of COPD outreach program to decrease admissions  
 Implement COPD pulmonary rehabilitation program to improve exercise tolerance, quality of 

life and reduce breathlessness in patients. 

Cost  

 Reduce COPD admissions by 1,500 a year.  

Develop: 

 Primary Care solutions including; Access to diagnostic Spirometry, access to COPD 

clinics 

 Cost saving initiatives 

The COPD Clinical Programme, if adequately resourced would be well placed to develop guidelines 
and co-ordinate the appropriate inclusion of palliative care for COPD patients by engaging with 
COPD Support Ireland. 

 

4.7 Palliative Care 

Palliative care is widely recognised at a European and international level, as a key element of care 

for people diagnosed with COPD2.  However, traditionally palliative care services have been 

associated with cancer and has led to conditions such as COPD not receiving the same uptake on 

palliative care services.  The World Health Organisation (WHO 2012) outlines that palliative care 

                                                             
2 The American Thoracic Society (ATS) and the European Respiratory Society (ERS) produced joint COPD guidelines on 

the standards for the diagnosis and management a patients with COPD in (2004), & The NICE (2004) guidelines 
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aims to provide symptom relief and is applicable early in the course of illness and can be used in 

conjunction with therapies to prolong life. 

 

There is no cure for COPD and while it is a treatable disease, symptoms will deteriorate as time 

progresses. There is no identified right moment to commence palliative care within this disease 

trajectory, initiation of palliative care in COPD can be arbitrary and untargeted and often too late3.  

A balance needs to be found between the need to initiate palliative care and the need to maintain 

hope for patients.  Understandably when patients are faced with palliative care supports it can 

represent end of life scenarios which can exacerbate symptoms.   

On the other hand these supports are critical in involving patients in decision making on treatments 

and end of life choices.  

From our initial discussions within our network the following are some of the key issues and 

concerns for patients that need to be addressed and some will require further exploration. 

 At diagnoses, people living with COPD can experience huge anxieties and fears about dying. 

 All have to learn how to cope with a chronic disease  

 An opportunity to talk about what is important to them, a safe space to express fears and to 

discuss options. 

 Managing breathlessness even at early stages of the illness. 

 At advanced stages of COPD, people can become house bound and isolated. Physical health 

declines and the need for care increases. Without supports this care cannot be in the 

community and needs hospitalisation.  

Palliative care provides those living with COPD, at any stage, the opportunity to learn to cope with a 

chronic illness.  It can provide supports about dealing with anxieties and fears.   

Management of breathlessness is a key component of palliative care and should be available 

everywhere is the country.   

The Irish Hospice Foundation notes that there is little evidence of palliative care being delivered with 

advance respiratory disease in Ireland4. If such care was in place it could offer patients and their 

                                                             
3 McLoughlin 2012.   
4
 Irish Hospice Foundation/HSE report: Palliative Care for All: Integrating Palliative Care into Disease Management 

Frameworks (2008) 
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families’ appropriate resources for supportive end-of-life care results.  This would prevent 

unnecessary admissions to acute care hospitals for worsening respiratory symptoms.    

Recommendations: 

 A working group is to be established to devise, implement, plan and pilot a proposed Model 

of Care for patients with COPD who have reached stage III or IV disease classification. Such a 

model will provide a clear pathway of access to all levels of palliative care for a patient with 

advanced COPD whose disease is deteriorating. The model should demonstrate the role, 

degree of specialisms and interface between the different professionals involved. This model 

should be linked with the integrated care pathways developing in the HSE transformation for 

change programme and existing and developing initiatives from Respiratory Care, Primary 

Care and SPC. 

 

 Pulmonary rehabilitation programmes should have an introduction to palliative component. 

 

 The COPD Clinical Programme of the HSE’s National Clinical Programmes be adequately 

resourced to develop best practice in the inclusion of palliative care as a key strand in the 

overall primary care services. 

 

 Referrals for palliative or end-of-life care for patients with advanced or end-stage COPD 

should only be made as a result of a respiratory assessment carried out by a respiratory 

physician. 

 

 Post graduate education for staff working in respiratory medicine should have a defined 

palliative care component. 

 

 Patient led information leaflets on the triggers for referral to SPC and role of palliative care 

for people with COPD to assist in generating awareness for all staff working in this area 

should be published and made available. 

 

 All service and policy developments relating to COPD should reference the need for 

palliative care to be part of the COPD service framework 
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 Emerging COPD treatment interventions which have a palliative care element should include 

evaluation which will assist in determining evidence based information on the timing and 

impact of palliative care for people with COPD. 

 

 Developing a referral protocol and a care pathway for COPD patients is a priority. Palliative 

care should be embedded in respiratory care for COPD patients to ensure best pathways for 

patients presenting at A&E. 

 

 Further examination is required on the palliative care needs of people with other respiratory 

diseases 
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A few issues that we would like included in the discussions by the committee working on end of life 
care 
 
1 What choices are available to people to remain in own home, in terms of support,carers,clinical 
care, and appliances, for the non medical holder. 
2 Clarify access routes to the services. 
3 Advance planning information when the person is able,  on housing adaptions.appliances types of 
support available to The Non Med Card holder 
4 Clarify what are the entitlements/statutory right to a service. 
5 Fair Deal scheme what are the entitlements, details re contributions from family property 
6 Standards of End of Life Care in all Nursing centre private and state. 
 7 Awarness/training for all care providers Doctors Nurses Carers Therapists and  housekeeping 
staffand others 
8 Midland Region residential end of life care 
9 Specialist residential care in this region 
 
From Maeve Clifford and Catherine Leavey  Senior citizens  
 
(years ago fundraising volunteers with local hospice group) 
0449340613 email cleavey@eircom.net 
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Specialist palliative care. 
  
The role of medical specialists in palliative care should be: 
 
1) Educational (of doctors in training) 
 
2) Organizational. They should advocate for the provision of appropriately 
trained personnel in all the relevant disciplines. It is of interest that 
hospice/palliative care developed outside of conventional in- patient medical 
practice. Attempts to subsume it into the conventional specialist medical 
training model may arguably hinder its development in the general area and 
lead to inappropriate distribution of resources. The assessment and 
management of physical symptoms in end of life situations is a medical skill 
but not a specialist requirement in the majority of cases. The role of the 
medical specialist should be a tertiary source of advice and support. All 
doctors should be confident of their capacity to deliver this care and be aware 
of their responsibility to provide it for the majority of people under their care. 
They must have the same support from nurse specialists and all the other 
specially trained support personnel. These personnel provide most of the 
care, most of the time, and are required whether the person is at home or in a 
general hospital environment. This is the area most in need of resource 
allocation. 
 
3) Clinical. Specialist medical palliative care and advice should be available 
on a nationwide basis at a tertiary level. 
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Introduction 
 
Pat O’Donovan is making this submission to the Joint Commission for Health and 
Children on behalf of two specific bodies that are concerned with healthcare within 
the Catholic Church in Ireland: 
 
(a) The Council for Healthcare (CFH) of the Catholic Bishops’ Conference. 

Pat O’Donovan is Executive Secretary for the Council for Healthcare 
  

(b) The Conference of Religious of Ireland (CORI) 
      Pat O’Donovan is Assistant Director (Healthcare) of CORI.         

 
Pat O’Donovan holds a BA and H. Dip. Ed. (National University of Ireland), an MA in 
Spirituality (Gonzaga University, Spokane, WA, USA); a Masters in Divinity (Catholic 
Theological Union, Chicago, Illinois); an MA in Ethics (Mater Dei Institute of 
Education/DCU); and a Doctor of Ministry Degree (Catholic Theological Union, 
Chicago). 
 
She is a Board Certified Chaplain with the Association of Professional Interfaith 
Chaplains [APC] (USA); the National Association of Catholic Chaplains [NACC] (USA); 
and the Healthcare Chaplaincy Board [HCB] (Ireland). 
 
She is a Certified Pastoral Educator/Supervisor with the National Association of 
Catholic Chaplains (USA), and with the Association of Clinical Pastoral Education 
(Ireland) Ltd. 
  
She holds Certificates in Healthcare Law and Practice; Human Rights Law; and Child 
Law, from the Law Society of Ireland. 
  
Her professional experience in healthcare includes the following: 
Co-Director of Pastoral Education: St. John’s College, Waterford, Ireland (Major 
Seminary); 
Chaplain: St. Francis Hospital, Resurrection Health System, Chicago, Illinois, USA; 
Chaplain: Bon Secours Hospital, Cork, Ireland 
Chaplain Resident: Christ Medical Centre, Advocate Health System, Chicago, Illinois;  
Chaplain Educator: University of Chicago Hospital and Medical Centre. USA 
Director of Pastoral Education: Roper-St. Francis Medical System, Charleston, South 
Carolina, USA; 
Director of Pastoral Education: St. Vincent’s University Hospital, Dublin, Ireland 
Pastoral Supervision: Mater Dei Institute of Education, Dublin, Ireland. 
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Section A: Aim of Submission 
Par. 1: Quality end of life care and quality catholic chaplaincy are intertwined. 
Catholic healthcare chaplains have the theological and clinical education which 
enables them to be genuinely good at interacting effectively with persons, and with 
their families and loved ones, in circumstances surrounding death, dying and 
bereavement. What chaplains do is most needed and best used when engaging 
pastorally with persons who are dying, have a poor prognosis, are in palliative care, 
are negotiating the transition between human life and eternal life, or who may be 
suffering a devastating, unexpected or life altering loss.  
Par. 2: This submission aims at highlighting the important role of catholic healthcare 
chaplains in the care of the persons who are terminally ill, persons who are actively 
dying, and in caring for persons bereaved by the loss of a loved one. 
 
Section B: End of Life 
Par. 3: The end of life experience is unique to each person, and to those who are 
close to them. It comes in different guises and circumstances. Much of the current 
discourse regarding end of life care focuses on the final journey into death, 
particularly for persons who are being cared for by hospice care-givers, either in 
their own homes or in hospice care facilities. Irish society recognises and greatly 
appreciates the quality of care given to terminally ill persons and to their family 
members and close friends within hospice care.  
Par. 4: However, for some death comes suddenly, often with little or no warning or 
previous symptom of disease. Shocked and grieving families and other significant 
persons are in need of comfort, consolation and care. Unexpected death, for 
instance suicide, can have a devastating effect on survivors, and it is imperative that 
effective spiritual care and emotional support it readily available. Tragic accidents 
leave loved ones grief-stricken and shocked.  
Par. 5: Improved health care and longer life expectancy means that now a significant 
number of older persons in Ireland experience the inevitable end of life looming 
large in their consciousness. Quite a number of children with terminal conditions 
also face death and journey through the end of life experience. This is an especially 
poignant and sad experience for parents, siblings and extended families. Some 
children die shortly after birth, others are still-born or die within the womb. Catholic 
healthcare chaplains have the theological and clinical expertise for offering quality 
spiritual care and emotional support to vulnerable persons within the diverse 
circumstances of death and dying. 
 
Section C: Holistic End of Life Care 
Par. 6: Holistic end of life care, sometimes referred to as total patient care, is a goal 
with which catholic healthcare chaplaincy is strongly identified. It addresses the 
needs of the whole person, including attention to the role of spirituality, religion and 
culture in giving a person, a family member or other loved the ability to cope with 
the end of life experience. 
Par. 7: How we do business as health care systems and providers, public and private, 
affects those receiving care at the physical, emotional and spiritual levels. Holistic 
end of life care is attentive and responsive to religious and spiritual beliefs, values 
and rituals that offer comfort and courage, and it evokes and nurtures meaning. It 
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also facilitates terminally ill persons and their loved ones to grapple with existential 
questions in times of vulnerability, crisis, trauma and life-transitions. Re-positioning 
the end of life event within the total care of persons, in Irish healthcare, involves 
facilitating the search for meaning and integration within an experience which is 
recognised by all as natural, and which many experience as being enveloped in 
mystery. 
 
Section D:  Spiritual Issues in End of Life Care 
Par. 8: Persons who are in need of end of life care have a fundamental right to 
spiritual care within the context of holistic palliative care. Recognition of the right 
involves respect for the values, beliefs and preferences of terminally ill persons and 
their loved ones, as well as attentiveness to cultural and psychological issues.  
Par. 9: Dying is a complex process which involves the whole person, and one’s 
relationships with others and with life. Regardless of one’s religious belief, and even 
for many who profess no religious beliefs or affiliation, questions of a spiritual nature 
normally surface when a person is approaching the end of life.  
Par. 10: Spirituality is now interpreted in a range of ways that reflect different beliefs 
and perspectives on life, and this broad understanding is currently reflected in 
conferences and writings presented to, and by healthcare professionals. For some 
spirituality is equated with explicit religious values, which give meaning and direction 
to living, and which offer hope and healing even within the context of pain and 
suffering. For others it refers to a personal search for meaning and purpose, which 
includes the reality of pain and suffering.  
Par. 11: Twenty-first century Ireland is becoming increasingly more secular and many 
have abandoned the practice of religion. However, when faced with death and 
bereavement, a significant number wish to experience the hope and comfort of the 
faith community with which they were previously familiar. Sacramental care during 
terminal illness and religious funeral rituals offer rich moments of consolation and 
healing, even to dying and bereaved persons who may no longer be active members 
of a church community. 
 
Section E: Competent Chaplaincy Services 
Par. 12: The majority of healthcare professionals are now aware and appreciative of 
the need for spiritual care, and have learned to recognise symptoms of spiritual 
distress. However catholic healthcare chaplains are professional spiritual care 
providers and have unique expertise and qualification for assessing and responding 
to spiritual need.  
Par. 13: Certification in healthcare chaplaincy is awarded by the Healthcare 
Chaplaincy Board1 after engagement by candidates in a rigorous programme of 
preparation, which involves theological and clinical education. The revised Standards 
for Certification2 for catholic chaplains require that candidates for certification 
demonstrate competence in thirty-one specific areas for the provision of spiritual 
care. These professional competencies include comprehensive assessment of 
spiritual/religious need: spiritual pain, spiritual distress, and spiritual injury for a 

                                                             
1 The Healthcare Chaplaincy Board is a sub-committee of the Council for Healthcare of the Irish Bishops’ 
Conference 
2
 Healthcare Chaplaincy Board: Standards for Certification, Catholic Healthcare Chaplains, 2013 
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population that represents a diversity of faith traditions, cultures and life 
philosophies.   They also include the ability to engage pastorally and professionally, 
with confidence and effectiveness, with persons from diverse backgrounds.  Skilled 
in the art of pastoral conversation, they are uniquely qualified in enabling vulnerable 
persons to access those spiritual resources, which offer meaning, hope, comfort and 
consolation in the face of death and bereavement.  
Par. 14: Catholic healthcare chaplains have the competence and expertise to offer 
spiritual care and emotional support within all healthcare environments: acute care 
hospitals, mental health facilities, maternity hospitals; long-term care facilities, 
facilities for persons with disabilities, hospices, ambulatory care and out-patient 
clinics, emergency departments, primary care facilities, and community care 
programmes. 
 
Section F: Specific Sacramental Needs of Catholic Patients 
Par. 15: Access to the Sacraments of the Church is a vitally important aspect of the 
care of terminally ill catholic patients and their families and loved ones. The 
celebration of Mass and catholic rituals engage participants at the level of memory 
and imagination, and invite affective engagement with the source of life, healing and 
hope.  The importance of providing oratories and spaces for worship in all healthcare 
facilities cannot be under estimated.  
Par. 16: The Sacrament of Holy Communion is a very significant and consistent 
source of meaning, support, strength, hope and courage for persons of the catholic 
faith who are conscious of being on the journey toward death. Preparing to meet 
God, as well as saying good bye to loved ones often permeates the final days and 
moments of life for faith-filled catholic patients, as well as for many who struggle 
with their faith until the moment of death. Viaticum, which is the final reception of 
Holy Communion, is cherished as nourishment for the journey through death and 
into eternal life. Holy Communion is also a source of strength and well-being for 
those family members and friends who accompany their loved one to the gate of 
death. 
Par. 17: The Sacrament of Reconciliation is a significant source of healing and 
integration for terminally ill persons and their families and loved ones. It frequently 
facilitates dying persons to find peace within their own depth, to make peace with 
their lives and with persons who impacted their lives, and to heal and re-establish 
fractured relationships.  
Par. 18: The Sacrament of the Anointing of the Sick offers an experience of the loving 
and accepting embrace of God to terminally ill and dying persons, and it facilitates 
experiences of deep spiritual connection and hope.  
Par. 19: The Sacraments of Baptism and Confirmation are especially important for 
terminally ill children and for their parents and extended families.  
Par. 20: In light of the importance of the Sacraments of the Church for Catholic 
patients who are terminally ill, and for their families and loved ones, it is imperative 
that Catholic healthcare chaplains are included as professional colleagues in multi-
disciplinary healthcare teams in all healthcare facilities. 
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Recommendations 
(a) The right to spiritual/religious care needs to be clearly stated in all policy 

documents regarding End of Life Care. 
(b) Spiritual/religious care needs to be included in total patient care plans for 

terminally ill persons and their families and loved ones. 
(c) All healthcare programmes and facilities ought to be required to intentionally 

include spiritual/religious care in the holistic care for patients. 
(d) Adequate and appropriate resources for spiritual/religious care need to be made 

available, as a matter of priority, in End of life Care.  
(e) Suitably qualified catholic chaplains ought to be included in multi-disciplinary 

healthcare teams in all healthcare facilities and programmes. Their professional 
expertise needs to be integrated into all stages of End of Life Care. 

(f)  Catholic healthcare chaplains ought to be included as members of ethics 
committees in healthcare facilities and institutions. 

(g) The dual framework of accountability which characterises the appointment and 
regulation of catholic healthcare chaplains needs to be clearly understood and 
articulated by (i) The Department of Health and Children; Health Service 
Executive; Hospital Management Structures; Human resources Departments, and 
by (ii) The Catholic Church which sponsors, endorses and certifies ordained and 
lay catholic healthcare chaplains. 

(h) An adequate number of catholic healthcare chaplains is required in order to 
provide appropriate End of Life Care. Urgent attention needs to be devoted to 
employing chaplains to fill vacant chaplain positions in public hospitals, and to 
ensuring that long-term and other healthcare facilities employ the required 
number of suitably qualified catholic chaplains. In order to meet the 
spiritual/religious needs of terminally ill persons, persons who are actively dying, 
and persons who are experiencing grief, loss and bereavement, this matter must 
be given priority attention. 

 
 
 
Contact Details: 
 
Pat O’Donovan, MA, D.Min. 
CORI Secretariat 
St. Mary’s 
Bloomfield Avenue 
Donnybrook 
Dublin 4 
 
Phone: 01-6677343 / 6677322 (Office) 
 087-7957946 (Mobile) 
 
E-mail: pat.odonovan@cori.ie 
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‘Carers have an expert knowledge of the person and of the condition of the 

person for whom they are caring. However, many can feel that this expertise is 

undervalued and often ignored when decisions relating to the care recipient 

are being made’i 
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Introduction: 

 

Care Alliance Ireland is an Alliance of over 95 not-for-profit organisations who support 

Family Carers.  This includes a number of organisations who provide palliative care at home 

and who provide counselling and bereavement services. 

 

What We Do:  We work with organisations to provide better information and supports to 

Family Carers. We provide them with opportunities to collaborate on initiatives including 

National Carers Week, a multi-agency and multi-disciplinary Family Carer Research Group, 

and joint policy submissions. We act as a distribution channel for information on Family 

Carer issues. We actively encourage collaboration in all our projects. We provide cohesion 

to those organisations working to support Family Carers. We commission relevant research 

that supports focussed and quality interventions in the lives of Family Carers.                                                                      

Care Alliance Ireland welcomes the opportunity from the Oireachtas Joint Committee on 

Health and Children to make this submission in respect to its consideration of End-of-Life 

Care in Ireland. 

 

Contact Details; 

 

Liam O’Sullivan  

Executive Director 

Care Alliance Ireland 

Coleraine House 

Coleraine Street 

Dublin 7 

 

ndo@carealliance.ie 

 

01 874 776 
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Executive Summary: 

Family Carers play a significant role and provide palliative and end of life care on a daily 

basis in Ireland. Therefore there is a need for consideration, awareness and expertise 

among service providers of the legal, emotional, financial and future planning issues, 

bereavement and aftercare needs of Family Carers. 

Family Carers have significant support needs when providing care and when their caring role 

ceases. Family Carers are faced with challenges on a daily basis. Many people provide full 

time care to a relative or loved one and often request no support when taking on this role. 

Most people would prefer to die at home. Care Alliance Ireland believes that this can 

become a reality for many more people if Family Carers are provided with adequate 

amounts of information and support in their caring roles.  

This submission focuses on the role of Family Carers in providing palliative and end-of-life 

care. It is highlighted that Family Carers often provide this care but also require support from 

formal professional palliative care services. The benefit of having a carers' assessment is 

outlined along with issues around planning for end-of-life care and the role of the Family 

Carer in this.  

Finally the bereavement needs of Former Carers is raised. Bereavement care for this group 

of people has previously gone undetected, but Care Alliance Ireland point out that it is a 

significant issue for many former carers and one that warrants urgent addressing.  
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Recommendations: 

1. At all stages of the End of Care journey, Family Carers  should be seen as Partners in 

Care, in keeping with latest research on good practice and in keeping with the 2012 

National Carers Strategy. 

 

2. Family Carers’ needs should be considered in a holistic sense, that may appropriately 

include a full Family Carer Needs Assessment. 

 

3. All healthcare education and induction programmes should include information on the 

core principles of palliative care that emphasise the importance of the role the Family 

Carer plays in the care of someone who is at the end of their life. 

 

4. Patients, their families and their Family Carers should have access to appropriate and 

relevant information. 

 

5. The National Clinical Programme for Palliative Care within the HSE should review the 

2010 Centre for Palliative Care Clinical Practice Guidelines with a view to amending 

and subsequently endorsing them for use in Ireland’s health and social care services. 

 

6. Open discussion is needed within the health and social care sector and the wider 

community about palliative and end of life care. Family Carers need to be involved in 

this process and to have the opportunity to engage in the debate about end of life 

care. 

 

7. Palliative and end of life care services should be planned and developed with 

meaningful patient, family and Family Carer involvement and should be provided in a 

flexible manner that will meet individual and changing needs. 

 

8. Access to specialist palliative care advice and support should be available across all 

care settings, 24 hours a day, 7 days a week. 

 

9. An end of life care and bereavement strategy is required that will address the care 

needs of people dying at home with care from family members. 
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Background: 

There are approximately 274,000 Family Carers in Irelandii. A carer is defined as a person 

who provides unpaid personal help for a friend or family member with a long term illness, 

health problem or disabilityiii. 4.1% of the population identified themselves as a carer in the 

2011 Census. However, it must be acknowledged that many people may not classify 

themselves as a carer but will say that the care they provide is a normal part of being a 

family member and is a duty attached to being a relative or friend of the person requiring 

care therefore the actual number of carers in Ireland remains unknown.  

 

Palliative care is defined by the World Health Organization as an approach that improves the 

quality of life of individuals and their families facing the problems associated with life 

threatening illness, through the prevention and relief of suffering by means of early 

identification and impeccable assessment and treatment of pain and other problems, 

physical, psychosocial and spiritual. Palliative care is defined as care that: 

-provides relief from pain and other distressing symptoms;   

-affirms life and regards dying as a normal process;   

-intends neither to hasten nor postpone death;   

-integrates the psychological and spiritual aspects of patient care;   

-offers a support system to help patients live as actively as possible until death;   

-offers a support system to help the family cope during the patients illness and in 

their own bereavement;   

-uses a team approach to address the needs of patients and their families, including 

bereavement counselling, if indicated;   

-will enhance quality of life, and may also positively influence the course of illness;   

-is applicable early in the course of illness, in conjunction with other therapies that 

are intended to prolong life, such as chemotherapy or radiation therapy, and includes 

those investigations needed to better understand and manage distressing clinical 

complications.    
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There are three types of palliative care. 

-Level one palliative care indicates that palliative care principles should be practiced 

by all health care professionals.  

-Level two palliative care indicates that a proportion of patients and families will 

benefit from the expertise of health professionals who, although not engaged in full-

time palliative care have had some additional training. 

-Level three specialist palliative care services are those services whose core activity 

is limited to the provision of palliative care. 

 

Family Carers provide aspects of this type of care on a regular basis but it is clear that they 

also require particular supports to deliver some aspects of this type of care in their role as  a 

Family Carer at home. The National Carers Strategy acknowledges the difference that 

carers make to the health, wellbeing and quality of life of those that they care for and the 

subsequent significant contribution to the economy in doing so. The National Carers 

Strategy also identifies that carers require recognition, support, information and 

empowerment in their role as carer which is reflective of some aspects of palliative care 

presented above. 

 

The Irish Hospice Foundation indicates that most people would prefer to die at home. 

Currently only 26% of deaths occur at homeiv. Government policy for those with an illness or 

disability is to support them to live with dignity and independence in their own homes and 

communities for as long as possible. Family carers are a means of making this a reality. Life 

expectancies in Ireland are increasingv. This, coupled with treatment and technology 

advances in healthcare has and will continue to result in a greater number of people living at 

home longer with chronic and often times multiple illnesses with care provided by family 

members. The role of Family Carers in providing palliative and end of life care is paramount 

and reflects the continued key role of Family Carers as the backbone of care provision in 

Ireland. 

 

  

59



7 
 

Recent Policy Developments: 

Thursday, July 19th 2012, marked the publication of the first ever 

National Carers Strategy by the government. Care Alliance Ireland considers this a 

significant milestone in advocacy for and in recognition of Family Carers in Ireland. 

The vision statement says; 

‘Carers will be recognised and respected as key care partners. They will be 

supported to maintain their own health and well-being and to care with confidence. 

They will be empowered to participate as fully as possible in economic and social 

life.’ 

 

The strategy says that; 

‘carers should be considered as key partners in the caring process and should be 

consulted with  when decisions are being made about the care recipient’s needs.’vi 

The Strategy identifies three principles, namely; recognition, support and empowerment and 

also sets out high level goals and objectives. 

The 4 national goals are to; 

1. Recognise the value and contribution of carers and promote their inclusion in decisions 

relating to the person that they are caring for 

2. Support carers to manage their physical, mental and emotional health and well-being 

3. Support carers to care with confidence through the provision of adequate information, 

training, services and supports 

4. Empower carers to participate as fully as possible in economic and social life 
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Family Carers and End of Life Care: 

Ireland’s 2012 National Carer Strategy is worryingly quiet on the issue of Palliative Care and 

Family Carers, though it does acknowledge the challenges experienced by Family Carers 

when their caring ends. 

‘It is also acknowledged that the transition to life after caring, once the need for 

care has ended, can be difficult for some carers. It is expected that the 

implementation of this Strategy will assist in this transition process.’
vii

  

Speaking on family caregiver support, Professor Peter Hudson, a leading international 

practitioner in Palliative Care and Director of the Australian based Centre for Palliative Care 

said; 

‘support for family caregivers is a core function of palliative care.… It is clear that 

many family caregivers have unmet needs and would like more information, 

education, preparation and personal support to assist them in the caregiving role.’ 

His team have developed a set of Clinical Practice Guidelinesviii. The guidelines, published in 

2010, were developed for multidisciplinary health care professionals and clinical services 

commonly involved in caring for adult patients receiving palliative care in a variety of care 

sites throughout Australia. Central to their report are 14 Principles for Family Carer Support. 

Key aspects of these are; 

 Family Carers as partners in care, a principle upheld in the 2012 National Carers 

Strategy. 

 

 Needs assessment for Family Carers, an approach that is currently being rolled out 

on a pilot basis in a number of HSE areas and which we believe will become a 

default assessment tool by health and social care professionals where there is a 

significant Family Carer involvement in a client’s life. This can be as simple as asking 

a few key questions to the Family Carer; for example; 

 

o “How are things for you at the moment?” 
 

o “What are your main concerns?”  
 

o “What would be helpful to you?” 
 

 Other principles include clear and open communication, training for health and social 

care professionals, evidence based intervention and targeted bereavement 

counselling. 

We in Care Alliance Ireland believe that a specific recommendation from this Oireachtas 

Committee could be for the National Clinical Programme for Palliative Care within the HSE 

to review these 2010 guidelines with a view to amending and subsequently endorsing them 

for use in Ireland’s health and social care services. 
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Professor Hudson in his June 2013 editorial of a special Family Carer edition of Palliative 

Care Medicine reported;ix 

‘Current indications are that palliative care providers should assist carers by targeting 

social support and resources and provide education that focuses on coping 

strategies and preparation for the carer role. Carers typically want to know what the 

role entails, how to manage symptoms, signs of imminent death and resources and 

strategies to sustain their own well-being.  

Overall, suggestions for policy development and improvement need to be cognisant of 

the latest research in this area of palliative care and in particular the work and 

publications of the International Palliative Care Family Carer Research Collaboration. 

http://centreforpallcare.org/index.php/research/ipcfcrc/publications/  

This research collaboration has identified 100 peer reviewed research articles on Family 

Carers/Palliative Care. 

http://centreforpallcare.org/assets/uploads/Publication%20Alerts%20Aug%202012.pdf   

For example a 2012 reportx  found that ‘ 

‘directive nursing styles tended to be denser and nurse oriented and offered less 

opportunity  for caregiver self-expression, while facilitative styles were more 

caregiver oriented and more  vivid and responsive and made more space for 

caregiver expression’.  

This points to opportunities to promote better practice through Palliative Care nursing 

training and on-going professional development. 

Thought leaders in this area in Ireland may benefit from being familiar with this research 

database and by reflecting the findings in policy and practice documents into the future. 
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Planning for end of life care: 

All involved in caring for people need to be able to facilitate and support decisions about 

future care management. Therefore it is a necessary requisite that Family Carers be 

included in care decisions. Everyone should have the right to make choices about their care 

at the end of life. Those involved in the care of people need to be able to support decisions. 

One way of achieving this is through the use of advanced directives.  

 

An advanced directive (or living will) is where a person sets out their views in writing 

regarding future medical care to cover a situation should they become mentally incapable or 

unable to make decisions themselves.  A living will can only relate to lawful treatments (such 

as withdrawal of medical treatment). There is no legislation in Ireland governing living wills 

and it remains uncertain whether a Living Will has any definitive legal standing in Ireland.  

The advantages of a living will to a Family Carer cannot be under estimated. At times of 

crisis the Family Carer is often under a huge amount of stress. When presented with end of 

life care decisions an advanced directive has the potential to reduce the stress of making 

decisions on behalf of the person they are caring for. While there is no legislation at present 

to underpin advanced directives, they are a means of ensuring wishes are respected 

following the onset of incapacity and not just at the end of life.  

 

The 2012 Carers Strategy speaks about the knowledge and expertise of the Family Carer. 

‘Carers have an expert knowledge of the person and of the condition of the person 

for whom they are caring. However, many can feel that this expertise is undervalued 

and often ignored when decisions relating to the care recipient are being made’xi 

The Assisted Decision Making (Capacity) Bill is to replace the wards of court system in 

Ireland, with a modern framework governing decision-making on behalf of persons who lack 

capacity and acknowledges the role of Family Carers. Under the proposals it is indicated that 

account must be taken of the views of any person with an interest in the welfare of a person 

who lacks capacity, where these views have been made known and any act which is done or 

any decision made under this Bill for or on behalf of a person who lacks capacity must be 

done or made in his best interests.  This legislation is of substantial relevance to Family 

Carers. The Bill has the potential to ensure that people are facilitated as far as possible in 

making decisions and where this is not possible, those in charge on their behalf are 

facilitated and supported to act on their behalf. For this Bill to be implemented successfully, a 

wider debate within health and social care and the wider community about palliative and end 

of life care is required. Family Carers can add depth to that debate.  

 

Care Alliance Ireland maintains that Family Carers should be seen as partners in health and 

social care. Carers assessments can contribute to achieving this. Professor Hudson 

articulates nicely the specifics of what is needed by Family Carers; 
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‘Most family carers do not want to discuss their needs and concerns in front of their 

relative; they therefore need one-to-one time with healthcare and social-care 

professionals.’xii 

Carers assessments are a means of identifying service needs and unresolved problems. 

The outcomes of carers assessment is fundamental to developing a plan that supports and 

strengthens the family as a whole, where most care is given and received. Carer 

assessment models are currently being trialled in a number of HSE regions. The outcomes 

of using Carers Assessments internationally have indicated that the assessment process 

enhances the carers’ relationship with the community healthcare team and leads to more 

integration of support services for both the dependent person and the carer. Carers 

assessments have the potential to enhance planning and delivery of services in a 

meaningful and flexible way that meets individual and changing needs – something that 

Care Alliance Ireland believe to be crucial in the delivery of palliative and end-of-life care. 
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Dying at Home: 

Irish policy documents since 2001 identify that people with an illness other than cancer 

should have their palliative care needs met.  There is growing evidence that indicates that 

people with life limiting illness have similar palliative care needs as those with cancer, albeit 

at times with multiple other illnesses and uncertain illness trajectories. Emerging evidence 

also suggests that where people die impacts on how they die and that those who die at 

home and in a place that they prefer have a better quality of dyingxiii. The National Audit of 

end of life care in hospitals found that up to a quarter of the deaths examined could have 

been facilitated to occur at homexiv. The Irish Hospice Foundation point out that most people 

would prefer to die at home. With an in-depth knowledge of the persons condition, likes and 

dislikes the Family Carer is extremely well positioned to provide care to their loved one and 

facilitate them at the end of life to die at home.  

 

Providing care can be both an enriching and rewarding experience where expectations 

placed on family carers are reasonable and adequate supports are provided. Evidence from 

research undertaken by Care Alliance Ireland identified the satisfaction that family carers 

may feel in being able to support people that they care about. It is however crucial that family 

carers are given adequate assistance and information to sustain them in their role. 

Informational support is a necessary requisite for the delivery of any service. Professor 

Hudson speaks to this topic in his recent editorial of Palliative Care medicine saying: 

‘Given the majority of patients want to be cared for in their home environment, 

initiatives that assist carers to achieve this are needed. The period of time most 

people receive palliative care services is typically quite short; hence, the challenge is 

to design interventions that are as brief as possible, readily accessible and easily 

delivered. The significant number of carers who support patients in the 

hospital/hospice setting should also not be neglected; their needs are often hidden’.xv 

 

Caring can sometimes be a source of burden and stress. While providing care to a loved one 

may be willingly given, there may be costs to many aspects of the Family Carers’ life – 

emotionally, physically, socially and financially. Family Carers across Ireland provide vital 

unpaid support to elderly, sick or disabled relatives in the home every day, thus saving the 

exchequer considerable amounts of money. It is estimated that Family Carers contribute 

over €5 billion to the economy every year. It is also estimated that every week 8 million 

hours of care is provided by Family Carers across Ireland. While the income supports 

available to Family Carers through the Department of Social Protection go some way 

towards assisting them in their role, major gaps for Family Carers in Ireland persist. 

 

In addition, access to community supports may vary according to geographic location and 

diagnosis. Inequity in the availability of palliative and specialist palliative care services exists 

due to the variation in how services have been developed. Parents of Children with life 

limiting illnesses face particular challenges, as they experience on a regular basis the ups 

and downs of knowing their child may come close to dying any day only for the child to 
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recover to fight another day, thanks to medical advances and the child’s own determination 

to live. This also impacts significantly on the siblings of the ill child and often on the 

employment situation of parent/s; with most services Dublin based, particular strain is 

experienced by families living outside of the Dublin region. More home and community 

based supports would go some way to addressing these difficulties.  

 

The Irish Hospice Foundation, ICGP and HSE have commenced a Primary Palliative Care 

initiative attempting to identify improvements and initiatives that would support the primary 

care teams palliative care provision to those living with a life limiting illness in the community. 

During a consultative process carried out by this initiative 72% of healthcare professionals 

expressed wanting access to a specialist palliative care 24 hour helpline and 60% sought 

education in symptom control. Studies indicate that the difficulties of relatives were more 

often a cause for hospital admission than those of patients. These identified potential 

improvements in Primary Care provision have the potential to impact hugely on Family 

Carers and could be a means to provide support to Family Carers in their role as a result 

Care Alliance Ireland would welcome such changes to primary care provision. 
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Bereavement Care: 

In Ireland, we have been unsuccessful in recognising the needs of those whose caring has 

ceased. The 2006-2016 National Partnership agreement specifically identifies the need to 

give support to former carers. In 2010 Care Alliance Ireland in collaboration with the School 

of Nursing and Midwifery in TCD undertook primary qualitative research that looked at the 

needs of those whose caring had ended. Some recommendations coming out of this report 

include: 

 

1. Support for former carers in the form of bereavement and/or accessing a carers 

group. 

 

2. A toolkit to prepare carers for when their caring role ends to include information 

on how to integrate into working life. 

 

 

3. Encouragement to help share information acquired about Irish health and social 

care services. 

 

It must be recognised that the bereavement needs of former carers has gone unrecognised 

for a considerable amount of time. This study did not however address the loss associated 

with a loved one moving to a hospice or nursing home which can often cause a lot of 

anguish and ambiguous grief.  

 

It is known that post caring many carers health and well-being often deteriorates. 

Bereavement is a risk to health. There are documented mortality links to bereavement, 

highest in the early period but maintaining over time; and highest for subgroups 

including widowers and bereaved parents. Physical and psychological illnesses are 

more common in bereaved than non-bereaved people, and these are accompanied by 

increased use of health service – including hospitalisations. Former Family Carers 

represent a significant proportion of the population having bereavement needs. Care 

Alliance Ireland maintains that a national strategy which focuses on end of life and 

bereavement care is required to adequately address on a national level the 

bereavement needs of Former Family Carers. 
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Conclusion 

Family Carers play a significant role and provide palliative and end of life care on a daily 

basis in Ireland. Therefore there is a need for consideration, awareness and expertise 

among service providers of the legal, emotional, financial and future planning issues, 

bereavement and aftercare needs of Family Carers. Many patient organisations have 

stepped in to play a vital role in supporting people in addressing these aspects care. There is 

a crucial need to recognise and support this aspect of service provision as a vital aspect of 

care. 

Put simply; 

‘An increased investment in support for Family Carers is likely to result in improved 

patient well-being, longer period of care at home, enhanced bereavement outcomes 

and less burden on the healthcare system.’xvi 

When we reflect on the quality of the service that we offer; 

‘A key measure of quality palliative care should be the well-being of family carers in 

the years after relinquishing the rolexvii. 

 

 

 

Liam O’Sullivan  

Executive Director 

Care Alliance Ireland 

 

Nov 19th 2013 
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COUNCIL FOR THE STATUS OF THE FAMILY 

 

 
Submission to the Oireachtas Joint Committee on Health and Children 

in relation to 

End of Life Care in Ireland 

 

 

From the first moment of existence, that is, from conception, and up to natural death, 

all human beings are eternal beings.  That is, every human being is destined for 

eternal life. 

‘For God created man for incorruption, and made him in the image of His own 

eternity.’ [Book of Wisdom, 2:23] 

‘The dignity of human life flows from creation in the image of God.’ [Genesis, 1:26] 

The natural vision of the dying person, therefore, rejects any ‘quality of life’ calculus 

of human dignity based on the decline of our earthly functions. 

 

The Gospels call on us ‘to revere life, to love it and to foster it’ through the ‘gift of 

self’ [EV, 48].  In light of this broad command to care for life, it is necessary that all 

who approach the critically ill and dying show by their own conduct that they take the 

words of the Gospels seriously.   Also, the sick person who feels surrounded by a 

loving human and Christian presence does not give way to depression and anguish, as 

would be the case if one were left to suffer and die alone and wanting to be done with 

life.      Whether or not a person is a Christian is immaterial – the treatment accorded 

to a critically ill or dying person must recognise the dignity due to that person arising 

from the natural law, on which the Christian respect for life is based.   

The belief that life is no longer a good can lead to a choice to destroy life through a 

lethal act, by administering an overdose of drugs, or by a withdrawal of essential life-

sustaining elements such as food and water.    Actions such as these are totally 

reprehensible.   [Witness the case of Terry Schiavo, who was starved and dehydrated 

to death by a Court Order brought about by her husband. This is by no means an 

isolated case.   It is known, too, that patients in Ireland have been subjected to near 

similar situations.]  

The deliberate withdrawing of food and water from anyone who is not about to die 

and who can still tolerate it, has no other reasonable name than murder.  The 

administration of water and food, even when provided by artificial means, always 

represents a natural means of preserving life, not a medical act.  Food and water 

provide nourishment to the patient and alleviate his or her suffering.  

Now that the so-called ‘Liverpool Care Pathway’ has been discredited, it is hoped that 

neither in the deliberations of the Oireachtas Joint Committee on Health and Children 

nor in the plans of the Forum on End of Life in Ireland would any thought whatsoever 

be given to the use of the LCP nor to any of its offshoots, nor to any similar 

programme.   During the course of the recent discussions held under the auspices of 

the Forum on End of Life in Ireland reference was made to the LCP.   An assurance 

that that Pathway would not be considered was not given, however, leaving one 

exceedingly anxious about future possibilities of its being used in some form.   It must 

not be used in any form., or under any guise.  

Nor must economic considerations be at any time wrongly involved in the forward 

planning of care for the elderly, the sick, or the dying.   To do so would be a total  
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negation of duty on our part both to our own humanity but, equally important, it 

would be a failure to recognise the worth and dignity of other human beings.  

 

In the true hospice environment life can be lived fully to the end, free from the threat 

of pain, loneliness, and despair.   Good pain relief is calculated to eliminate the pain 

and manage the risks of death, without killing the patient.    

There is fantastic genuinely palliative care available in Ireland, and the only way 

forward for humanity, and for the recognition of the dignity of all human beings at all 

stages of their lives, is to foster, encourage, and fund such care.    

Another vitally important aspect of the whole question of care must be the generous 

provision of perinatal hospice availability. 

 

The promotion of ‘Advance Care Directives’ and ‘Living Wills’, etc., in respect of 

medical care for people when they may become critically ill, or are dying, goes totally 

against the recognition of the inherent dignity of human beings.   The only place for 

the preparation of documents such as these would be, say, in relation to funeral 

arrangements, Wills (dealing with property, estates, and financial matters), and other 

normal activities. 

 

We make no apologies whatsoever for writing our submission as we have done, and 

we trust that you will at least take time to read it and carefully consider its contents.   

 

While we do recognise the good work that is being carried out in Ireland in the proper 

and respectful care for and of those less fortunate who need our care, we are also 

mindful that – despite the genuine and best intentions of many in the field of care – 

there is also a powerful agenda at work that does not recognise the rights, the dignity, 

and the worth of the vulnerable members of our society. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
Lelia O’Flaherty 

on behalf of the 

Council for the Status of the Family 
18 November 2013 
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Joint Oireachtas Committee on Health and Children on  

Dying Well in Ireland 

Thursday 7th November 2013 

 

 

“As a society, perhaps the most sensitive measurement of our maturity is the manner in 

which we care for those who are facing the ultimate challenge – the loss of life.” 

(Report of the National Advisory Committee on Palliative Care, 2001) 

 

Introduction: 

The question “what needs to happen to ensure that people die well in Ireland?”, indeed to ensure 

that people live as well as possible right up until they die,  cuts straight to the values which lie at the 

core of our Republic.  Death remains the biggest threat as well as the greatest challenge to 

humanity. It is the single universal event that affects all of us in more ways than we care to know 

(Greenberg, Koole, & Pyszczynski, 2004).There is a growing literature that points to the fact that 

death is not something that occurs in isolation, rather: we die as we live.   In this way dying well in 

Ireland does not simply involve the last days or weeks of life but is rather the product of the 

attitudes and values that we as citizens and governors of the state hold.  These attitudes and values 

underpin how we prioritise and organise our services, how we interact on a personal level, and 

fundamentally how our society responds to the issue.  While the details of service provision for end 

of life care matter greatly, I suggest that if we do not address the psychological challenges 

underpinning end of life care, our attempts to help our citizens to die well in Ireland are at the very 

least compromised.  Starting with the question “what needs to happen to ensure that people die 

well in Ireland?” I propose that two broad sub questions will help guide this work:  what do we know 

about dying in Ireland?  What do we need to do?  

  

 

Dying in Ireland - What do we know 

We know that death is inevitable, that one day each one of us will painfully separate from the 

people we love.  We know that each year 55 million people die on this earth, 29,000 of these in 

Ireland.  With up to 10 people affected by each death, an estimated 290,000 people are profoundly 

impacted upon each year. 
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Oncology and end- of-life 

Between 2002 and 2012, cancer and diseases of the circulatory system formed the two major causes 

of death (Central Statistics Office). Put simply, 1 in 3 of us will be diagnosed with cancer in our 

lifetime. The National Cancer Registry predicts that the number of cancer cases will have increased 

from 22,000 a year at present to approximately 42,000 by 2020.  Furthermore, the number of 

potentially fatal cancer cases will more than double (from 13,800 to 28,800) in the same period. 

Currently cancer patients are by far the biggest cohort of specialist palliative care service users, a 

fact unlikely to change given the above predictions.  

 

Happily improvements in detection and treatments mean that, alongside the increase in incidence, 

overall survival rates for cancer are improving steadily with almost 50% of all cancer patients now 

living up to and beyond 5 years post diagnosis (NCRI; 2011). However, this phenomenon brings with 

it a new and growing group of patients for whom cancer might be considered a chronic illness. 

Accordingly it is likely that people will live with multi-morbidity for many more years and that that 

palliative care will be required by more people for a longer period. Clearly the capacity of our 

current health care services to respond to this growing patient group must be considered alongside 

the potential for new models of care to be utilised.   

 

The capacity of our current services to provide responsive psychological care is one such area to be 

considered. With approximately 40% of cancer patients experiencing psychological difficulties 

(perhaps name as in Intro see A) that will require the intervention of a mental health professional, 

the need for services to provide responsive, multi-disciplinary care to this extensive patient cohort is 

paramount. The risk for psychological distress is even greater among minority groups. The term 

“minority stress”, refers to the chronically high levels of stress experienced by members of 

stigmatized minority groups: groups such as those with disabilities, members of the traveler 

community, gender and sexual minorities among others. Disparities in healthcare which negatively 

impact upon minority groups are well documented globally with national research echoing 

international findings (Mayock, Bryan, Carr & Kitching, 2009; All Ireland Traveller Health Study 2010).  

Added to existing vulnerabilities, the stress of a potentially life threatening cancer diagnosis, only 

heightens the psychological needs of minority groups.   
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Oncology service provision 

Centralising cancer care to 8 specialist centres is arguably the greatest reform our oncology services 

has ever seen and has, most would agree, been a very positive development.  However significant 

gaps exist. Among the most notable of these is the fact that only two of eight cancer centres have a 

dedicated psycho-oncology service.  This essentially means that patients’ cancer treatment will 

depend on their catchment area despite the international recommendations for psychological 

services to be part of routine oncology care (IOM, 2007; NICE 2004) and national reports calling for 

psycho-oncology services going back to the National Review of Support Services of Patients with 

Cancer in 1999.  This 1999 report identified the lack of adequate psychological services for patients 

with cancer and highlighted that psychological problems, though very common, are under-

recognised and under-treated.  The subsequent Strategy for Cancer Control (2006) went further still 

recommending that: 

“the HSE should ensure that access to comprehensive psycho-oncology & psychosocial 

support is provided for cancer patients and their families in each managed care network” (P. 

49)  

The National Quality Assurance Standards for Symptomatic Breast Disease Services (HIQA, 2006) and 

the O’Malley Provision of Care Report (HIQA, 2008) all support the detailed recommendations of the 

2006 Strategy.  There are now over 14 years of recommendations – all saying the same thing:  we 

need to provide psycho-oncology services as part of our routine care of cancer patients.   

 

Where does death occur? 

The end of life, like its beginning, is profoundly important and increasingly hospital is the setting in 

which these moments in the life cycle take place. When asked, most people state home as their 

preferred final place of care. However three-quarters (75%) of all deaths now take place in hospitals 

and long-stay facilities and almost half (48%) of deaths occur in acute hospitals (McKeown, Haase & 

Twomey 2010a) yet our knowledge of the experience of death and dying in these environments is 

extremely limited. We do know that there are many significant challenges associated with the 

provision of care to palliative patients within a general hospital setting.  Not least of these is the 

“cure-oriented” culture which has historically been the mainstay of hospital care. Within this cure-

oriented culture, end of life interventions are too often driven by a preoccupation with treatment, 

routine practice and negative perceptions of palliative care (Willard and Luker, 2006). In addition, 

issues such as communication and decision making, advance planning, accommodation and the 
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provision of psycho-social support are consistently highlighted by research investigating the 

provision of palliative care in hospital settings (Addington-Hall & O'Callaghan, 2009). Regrettably  the 

voice of palliative patients themselves is all too often missing from research and  direct patient 

contact, particularly in acute hospital settings, much neglected (Grande, 2009) 

 

This failure to talk about death and dying with service users is reflected in findings from a recent 

Hospice Friendly Hospice Audit (McKeown, Haase, Pratschke, Twomey, Donovan, & Engling, 2010).  

In relation to communication with patients and relatives for example, it was reported that hospital 

staff are much more likely to discuss end-of-life issues with relatives (96%) than with patients (55%). 

When asked to assess the quality of their communication, both nurses and doctors gave their lowest 

rating for communication with the patient and their highest for communication with relatives. 

Furthermore, both nurses and relatives saw their discussions as exercising much greater influence 

on care outcomes than the corresponding discussions with patients. This startling evidence 

highlights the fundamental gap in how we research the needs of palliative patients. All too often we 

simply fail to include patients themselves in the conversation. Though this is sensitive and complex 

research, it must be addressed.    

 

At St Vincent’s University Hospital, as part of an ongoing research stream called ‘Living with Dying’ 

we are talking directly to terminally ill patients and asking them what we need to do and know in 

order to support them to die well. This adds to the small but significant body of international work 

proving the potential for research to be conducted with hospitalised palliative patients and 

importantly also highlights the eagerness of patients themselves to engage (White & Hardy, 2010). 

Given the proven potential for research to be conducted with hospitalised palliative patients, the 

question remains as to why this has not been more comprehensively pursued.  It is likely that the 

answer can be found in the fears of death and dying which are pervasive in society as a whole and 

more particularly within the hospital setting.   

 

Death Avoidance 

From a psychological perspective “fear of death”, “death denial”, and “death avoidance” are all 

terms that have been coined to represent the core coping mechanisms employed by humans when it 

comes to dealing with their own mortality. As the only species with the capacity to reflect on our 
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own mortality we are faced with the responsibility of how we live with, relate to  and engage with 

the  fact that one day we will die.  Considering death in this way may appear as a somewhat esoteric 

reflection on the very tangible reality of death and dying, particularly in the context of health service 

provision, however the research tells us our psychological capacity as individuals and as a collective 

whole to face up to death as part of life impacts hugely on the day to day reality of how we care for 

our dying. The extent to which this fundamentally psychological issue underpins the provision of end 

of life care is emphasised in the recent Irish Hospital Foundation (IHF) report which noted that: 

“most of the challenges in quality improvement are more human than technical”  

(McKeown, Haase, Pratschke, Twomey, Donovan, and Engling, 2010:p167). 

 

Death, be it of ourselves or of a loved one involves tremendous pain. It shatters our personal 

illusions of permanence and control, illusions which permeate Western Society in particular.  The 

loss of our loved ones breaks open our hearts. We can not avoid that pain.   However our turning 

away psychologically from death as a part of life, is often our attempt to defend against this 

existential hurt. While intended to provide a sense of control and coping, popular pseudo-science 

psychology myths that tell people to ‘think positive’ and to ‘battle on’ often add further suffering to 

the unavoidable pain of death and dying. These myths base themselves on the suggestion that 

‘positivity’ will change the course of a disease outcome. The founder of psycho-oncology, Dr Jimmie 

Holland referred to this as the “tyranny of the positive” noting the profound potential for harm in 

failing to allow people to respond differently to the challenges they face. This tyranny causes 

significant psychological isolation and interrupts the most important moments of our lives, the 

conversations with our loved ones at the end of life. 

 

The ‘cure-oriented’ cultures of our acute hospitals might be considered another example of this 

same phenomenon. In an attempt to defend against death, we resist putting the inevitable nature of 

our mortality at the centre of health care provision leaving patients for whom cure is not possible 

vulnerable to feeling  it is they who have somehow failed.  

Moving towards Death 

 The relationship we have with death matters hugely. It underpins how we prioritise and organise 

our services, how we interact on a personal level, and fundamentally shapes how our society 

responds to the issue.  When asked, our citizens tell us they want dignity, integrity, justice, privacy 
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and  safety when they are dying. We can not answer our citizens’ call without considering the 

psychological challenge at the core of our relationship with death. While the specific details of 

service provision for end of life care matter greatly,  I suggest that if we do not address the 

psychological challenges underpinning end of life care, our attempts to help our citizens to die well 

in Ireland are at the very least compromised.  

 

From an existential perspective, to live full, happy meaningful lives, we need to engage what we 

most fear.  Psychologically when we confront what we most fear, death for example, we are more 

free to live. We need to support society to begin the possess of moving towards death. There are 

numerous reasons for embarking on this positive exploration of a traditionally dark subject matter. 

These include a fuller understanding of the meaning of life and a better preparation for living well 

and dying well. Indeed, research on the good death constitutes a new frontier of the current positive 

psychology research and practice. We need to learn how to talk about death in a way that is 

liberating, humanizing, and life-enhancing.  In embracing our own mortality, by bringing  death into 

the centre of our conversations, politically and personally we will not only provide better health and 

palliative services more importantly, we create an enriched society within which we  learn to treat 

each other with respect and compassion.  

 

 

What do we need to do: 

 

Returning to the question:  what needs to happen to ensure our citizens die well?  There are four 

key recommendations that will help ensure that the most important moments of our lives are lived 

with dignity, respect and connection.   

  

Cancer Services: Centralising cancer services to eight cancer centers has been a very positive 

development.   The major shortfall here is that only two of eight cancer centers have a dedicated 

psycho-oncology service.  Approximately 40% of cancer patients will experience psychological 

difficulties that will require the intervention of a mental health professional.   It is no longer 

acceptable that the quality of patients cancer treatment will depend on their catchment area. This 

inequality needs to be addressed as a matter of urgency.     
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Recommendation:  a standardized psycho-oncology service should be established in each of the 8 

cancer centers in line with best international practice.   

 

Creating Healthcare equality: we want a society where our citizens are treated equally and the 

Equality legislation and HSE Patient Charter is actualized in the care our most vulnerable citizens 

receive.  Equality is not always about treating everyone the same – it is about treating people in such 

a way that the outcome for each person can be the same 

Recommendation: minority groups to be included and their needs specifically addressed in strategic 

planning, service protocols, education and research.  

 

 

Research agenda:  the majority of deaths take place in hospitals and long-stay institutions yet these 

are the environments we know least about from a psychological point of view.    

 Recommendation: priority be given to advancing our knowledge about the psychology of death and 

dying in the acute hospital environment. Working directly with end-of-life patients themselves is 

crucial.  Particular emphasis needs to be placed on the experience of minority groups in this regard.   

 

Education & training of Health Care Providers: Palliative Care is every health care providers business 

and our undergraduate and post graduate curriculum needs to reflect this.  The care of people with 

non-curative illness is perhaps the one area that extends across health and social care providers 

irrespective of discipline.     

Recommendation: The soon to be published Palliative Care Competency Framework is the means by 

which standards of clinical practice can be set and will also serve as a tool to guide professional 

training and ongoing development.   

 

Ending Death Avoidance: the ongoing denial of death at a broad societal level is hampering our 

ability to live full and engaged lives.  Death avoidance is also impacting on quality improvements in 

the provision of end of life care.   

Recommendation:  the development of a National End of Life and Bereavement Strategy.   The need 

for a national strategy for end of life and bereavement is the overarching recommendation of this 

submission, forming the basis on which the preceding recommendations can be actualized in a 

coherent and meaningful manner.   
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