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End-of-life care in acute and long-stay care settings in Ireland: communication, quality of care and “a good death”.
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Abstract
 This paper explores how barriers to effective communication may affect the quality of end-of-life care of older people in acute and long-stay care settings in Ireland. It draws primarily on the qualitative findings from a national study conducted with direct care staff and older residents. Whilst open awareness around death was identified and sensitive care was provided in some care settings, there were some barriers to achieving a high quality of care and open communication at end-of-life including poor physical resources, inadequate staffing ratios, lack of training in communication and cultural awareness. Some research and policy implications are outlined.
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Introduction
 Most older Irish people die either in hospitals or in nursing homes. Two thirds of older Irish people wish to die at home, while only 20% actually do so (Weafer et al, 2004). The remaining 80% die in the care settings where the study on which this paper is based took place – nursing homes, long-stay care units in acute hospitals and voluntary hospitals. The question of what constitutes good end-of-life care and “a good death” has been increasingly debated in recent years (Bryant, 2003, Ling and O’Siorain, 2005, Sandman, 2005, Seymour et al, 2005, O’Shea et al, 2008, The Irish Hospice Foundation, 2009). There has been very little research previously into end-of-life care for older people in Ireland and the study on which this paper was based was commissioned by the National Council for Ageing and Older People and the Irish Hospice Foundation to address this gap (O’Shea et al, 2008).  The paper investigates the ways in which the quality of end-of-life care may be strongly affected by barriers to communication between care staff and older people, by the way communication can be undermined by the absence of certain basic conditions (such as adequate space and staffing levels) and by the ethos of awareness of death and dying that exists in different care facilities. Issues specific to older people such as difficulties in predicting when death may occur are also discussed.  This allows us to critically assess the usefulness of previous definitions of “a good death” and suggests that such concepts vary culturally and historically (Age Concern, 1999, Hayslip, 2003).  Finally, the findings of the study are used to assess whether  barriers to communication impede the realisation of “a good death” in the Irish context. 

The study on which this paper is based used a mixture of quantitative and qualitative methods to examine the experiences of older people receiving end-of-life care and the attitudes and ethos of staff and management delivering that care (O’Shea et al, 2008). Thirty-three interviews were conducted with care staff and 30 with patients/residents across six study sites: an acute hospital, two private nursing homes, two public extended care units and a long-stay unit attached to a palliative care centre. Care staff included care assistants, nurses, GP’s and allied professionals. Staff were asked about their experiences and the practice of providing end-of-life care, while the residents and patients were asked about the quality of care they were receiving and whether they had any concerns about the future. A questionnaire which investigated levels of staffing, practices and procedures relating to end-of-life care was also sent to 592 care facilities. This paper is, however, based mainly on the qualitative data generated by the study.


Framework for quality of care at the end-of-life for older people.
 An important  benchmark for “the good death” has been produced by Age Concern in the UK in 1999. It identifies the following principles for ensuring a “good death” is achieved:

	 To know when death is coming and to understand what can be expected

To be able to retain control of what happens
To be afforded dignity and privacy
To have control over pain relief and other symptom control
To have choice and control, over where death occurs (at home or elsewhere)
To have access to information and expertise of whatever kind is necessary
To have control over who else is present and shares the end
To be able to issue advance directives which ensure that wishes are respected
To have time to say goodbye and control over other aspects of timing
To be able to leave when it is time to go and not to have life prolonged pointlessly

As has been previously pointed out, this framework is heavily influenced by the palliative care movement (Seymour et al, 2005). Of particular interest is the prominence given to a high degree of choice and control in this definition of “a good death”. It could be argued that this is a particularly secular rational concept that may not apply universally. For example, in certain cultures, people may be more inclined to accept that they do not have a great deal of control over death  and may be content to leave the manner of death in “the hands of God” or some divine power or “let nature take its course” as a recent Chinese end-of-life study found (Lo et al, 2002). It is likely that at least some older Irish Catholic people may have a similar way of accepting and assigning meaning to their death (Donnelly, 2005). However, this counter-view may be equally problematic, given the declining influence of the Catholic church and the economic and social changes which have been widely perceived to increase the level of consumerism, individualism and secularism in Irish society.

Arguably a more fluid definition of “good death” is one provided by the US Institute of Medicine Committee on End-of-Life Care:
 
“one that is free from avoidable distress and suffering for patients, families and caregivers; in general accord with patients and families wishes; and reasonably consistent with clinical, cultural and ethical standards” (Field and Cassel, 1997). 

 Barriers to communication that affect end-of-life care

Several barriers to good end-of-life care and “a good death” have been identified in the literature. The first of these is that it is notoriously difficult to predict with any accuracy when death may occur in older people since they often have multiple frailties. They may have co-existing conditions including, for example, heart disease, arthritis and Parkinson’s disease (Seymour et al, 2005). Where diseases do not follow a predictable trajectory, medical staff often do not identify that the person is nearing death, until it is too late to discuss their wishes with them (Addington-Hall and McCarthy, 1995, Ellershaw and Ward, 2003). Even where staff do accurately assess that people are dying, they may not communicate this to them in an attempt to shield them from the impact of the news or because they find the subject difficult to broach themselves (Vallis and Boyd, 2002).

Another barrier to communication around death is the inadequacy or lack of physical and environmental resources – such as single rooms where older people and their families and friends may be afforded dignity and privacy at the time of death (Keegan et al, 1999). Lack of private space also makes it difficult for medical staff to communicate with families regarding the resident’s treatment and prognosis – this has found to be a problem especially in acute hospitals  (Keegan et al, 1999, The Irish Hospice Foundation, 2009). Sometimes, for example, the only space for families to talk to consultants is in a hospital corridor or a multi-bedded ward with only a curtain for privacy.

Inadequate staffing levels and the resulting time constraints can affect the ability of the staff to attend adequately to the emotional needs of older people and their families (Costello, 2001, Parker and McLeod, 2002, The Irish Hospice Foundation, 2009). Lack of training of care staff in how to communicate with and listen in a sensitive manner to older people at the end of life may make it impossible for mutual concerns to be raised (Davies and Seymour, 2002, The Irish Hospice Foundation, 2009). 

 The level of communication varies from place to place, depending on the ethos of care in the facility. Research shows that in some care homes there is a practice of “closed awareness”. This means that although both staff and residents are implicitly aware that most residents who come to stay in the facility will die there, this is not explicitly acknowledged (Reed and Payton, 1996). A practice of not referring to death and of concealing the overt signs that fellow residents have died is adopted. This means that the grief and sense of loss felt by many of the surviving residents is not openly acknowledged and implies a lack of respect for the person who died (Reed, Cook and Burridge, 2002). The alternative is where mortality is acknowledged and mourning is facilitated – thereby creating an “open awareness” of death and dying. These concepts of closed and open awareness are drawn from the seminal study “Awareness of Dying” conducted in 1965 which distinguished between different contexts of awareness (Glaser and Strauss, 1965). It has been suggested that “closed awareness” demonstrates a paternalistic attitude towards patients or residents, making it difficult for them to come to terms with death in an autonomous way or to make plans for their treatment and for how, where and in whose presence it takes place (Seale, Addington-Hall and McCarthy, 1997, Tuckett, 2004).
 

Older peoples’ perception of death

For ethical reasons, it was decided that in this study, older people should not be asked directly about their own experiences of death; this limits the extent to which participants discussed their own death. They were only asked if they had any concerns for their future and what they believed would be important for a good death. So most didn’t speak directly of their own death – instead they focussed on their concern for their families, the deaths of others or on how they would manage when they would leave the hospital. They did speak of the sense of loss they experienced due to the death of other members of their families and of other residents in their care sittings. Indeed their accounts were permeated with this sense of loss.
Some families made sense of their death in terms of their Catholic faith and some accepted it as a natural process or as part of God’s will. For example, one resident said:

“Oh yes, yes. God has his own wise ways. We go the way he wants us to go” (Patient, Extended Care Unit). 

Previous research indicates that this way of “meaning-making” in relation to death is a very common pattern among older people in Irish society (Donnelly, 2005). Other studies show that even where religion is not used to make sense of death, older people often tend to see death as something natural and inevitable rather than as something to be managed (Hockley, 2002). Some even looked forward to it as an opportunity to meet again with their deceased loved ones. One resident said:

“No, no, God, no. I’m looking forward to it. Because I know I’m going to meet those who died before me” (Patient, Voluntary Hospital).

They also tended to be accepting of the treatment they received and didn’t appear to want to exert control over it. However, it is not possible to be definitive about this, because patients were interviewed in their places of care and it is possible that they may have felt inhibited about expressing negative views.


Awareness context
The study’s findings regarding communication vary according to the ethos in different settings. Staff in some settings clearly had a policy of “closed awareness” and actively closed down attempts by residents/patients to discuss their own death. Strategies such as urging the patient to stay positive, reassurance that the resident will be fine, and actual distraction were used to steer staff-patient exchanges away from death. The following quotes illustrate this:

“No, you might say “you’re not so well today, Mary, but you’ll be feeling better tomorrow” even if you know the person might not last very long. You just try to make them feel better” 
( Staff member, Voluntary hospital). 

“I say “Oh sure you’ll be okay” but I know and he knows he is on his last legs…( Staff member, Extended Care Unit).

Clearly, this is an approach that does not enable the resident to prepare for death or even to discuss any worries or concerns they may have with care staff and thus does not fulfil the principles of good end-of-life care set out above. This attitude is discernible in both private nursing homes and public facilities. 

Closed awareness has been attributed to lack of ease on the part of care staff in discussing death perhaps due to lack of confidence or simply discomfort with their own mortality. They may also experience difficulties in reconciling caring for those who are living their day-to-day lives while at the same time dealing with the dying. Their way of dealing with this may be by sequestration of the dying and hiding the evidence of death (Vallis and Boyd, 2002). 

In those settings where death is not openly acknowledged, residents were nevertheless usually able to recognise certain signals that meant another resident was dying. For example, one man said:

“If you go upstairs, anyone that went upstairs they died…. A lot of men went upstairs in a wheelchair and you are gone the next morning” (Patient, Extended Care Unit).


By contrast, in some other facilities, the staff attempt to follow the lead of the resident and to be open to discussing their concerns with them. Indeed, a small number of staff regarded it as an integral part of the patient’s human rights to be informed of their prognosis:

“I think, if the person asks you, you have to be honest. They have a human right to know, you know: it’s their body, it’s their fears, their anxieties that they’re actually having to deal with 
(Staff member, Private Nursing Home).

This viewpoint tended to be expressed either in facilities where there was an ethos of person-centred care in the facility. This ethos would have been communicated to all members of the care team by management and other staff at induction. Alternatively this ethos was more prevalent when individual staff had experience of being trained in palliative care and strongly believed in the right of the person to have choice and control over the manner of their dying. 

In some facilities, the death of fellow residents (who had in many cases become friends) was discussed in a sensitive manner with the surviving residents, rather than being glossed over or unacknowledged as the following quote illustrates:

One of the nurses called me and she said, she caught me by the hand and she took me into the office and she said “sit down there now. I have something to tell you…. your little pal passed away last night”. I could cry this minute, that’s how I feel about her, I miss her so much”,
(Patient, Extended Care Unit).

This acknowledgement enabled the resident to grieve for her loss, by contrast to the situation in settings where there was “closed awareness” and residents were not openly able to speak of their bereavement. 

Connecting and communication
The physical environment in which care is provided affects the level and quality of communication that is possible between staff, residents and families. For example in many care settings, particularly acute hospitals, people are in multi-bedded wards which means that  privacy is not afforded to people at the time of death itself. The best that can be done is to screen off the bed in a corner of the ward with a curtain. Many of the staff interviewed felt that this was upsetting for residents, families and other patients and tried to find a single room if at all possible. The lack of single rooms also meant that it was difficult to find a private space to inform family and friends if their relative was dying.

Staffing levels also affect the quality of care and the level of communication that may be provided. Traditionally, in Ireland, it has been regarded as important that somebody is there in the presence of the person around the time of death – whether a family member, a neighbour or a carer and this was discernible in the attitudes of nurses and care staff in the study (Donnelly, 2005, The Irish Hospice Foundation, 2009). There was a tension between what staff regarded as the appropriate levels of time and attention that should be given to residents in the hours leading up to death and what they could actually provide, given low staff numbers. Most of the staff interviewed felt that when older people were dying, a staff member should be available to sit with them. Staffing levels also affect the availability of staff to talk to family and friends. 
The following quote illustrates the desire for presence:

“Somebody dying needs more like one-to-one care… and here they have…. something like 10 nurses for 70 beds… That means at night you might have only one nurse to 24 beds. With that kind of staffing, you just can’t have the kind of care you need when somebody is dying”.
(Staff, Voluntary Hospital)


In all types of care setting, there was a good deal of emphasis on facilitating family and friends of the dying person – a recognition that in Ireland, the inclusion of the family at the time of death is very important (Donnelly, 2005). This ranged from contacting them in time, to providing food and drink to relatives of the dying person, to ensuring that they have time to spend with the dead person. In most settings, the remains are left in situ in the room for several hours or even longer if relatives have to come from abroad. The degree to which this is possible varied according to the physical facilities available, but even where there was no separate room available, staff made efforts to support relatives.

 A theme that arose in the findings was the importance of “knowing the person” in providing good care. Staff felt that creating a close relationship with the patient and getting to know their preferences makes it possible to provide a good quality of care later if and when the person is no longer able to communicate their wishes verbally. Staff took great care to ensure that the person was well groomed in death and where they knew the person, they sometimes took care to ensure that items that were important to the resident in life were kept with them in death. One care assistant made sure that a doll given to a woman by her granddaughter and treasured by her was with her when she died. This represents an attempt by the carer to preserve the personhood of the older person after death. This was enabled by the fact that there was a strong ethos in the facility where this care assistant worked of person-centred care and staff made an effort to find out what was important to the resident.

A further and related issue that can affect communication is cultural understanding and awareness among staff providing end-of-life care. Care staff in Ireland are becoming increasingly ethnically diverse – in 2004, nurses from 76 different countries were working in Ireland (O’Shea et al, 2008). There is evidence from the study that some of the care staff from other cultures took time to be familiar with Irish rituals at the time of death. Typically, in most of the care settings, prayers such as the rosary were recited; candles were lit and windows were left open and staff from other cultural backgrounds were initially unfamiliar with these rituals. One nurse said:

“When I first came to this country, I didn’t know what the rules were. …….but I find out what needs to be done so I know if they are Catholics, I would put beads in their hands and I wouldn’t know to say the rosary or anything, but if I know someone who knows I would tell that person”
(Staff member, Private Nursing Home).

There was evidence also that Irish staff felt that they needed education around multicultural care since increasing numbers of older people from diverse cultures are in need of care at end-of life (Tracey and Ling, 2005). One Irish staff member said:

“We need cultural education around cultural issues …….we’re a totally multicultural community around here and so the issues are beginning to come up” (Staff member, Extended Care Unit)
It seems clear that there is a need for training in cultural awareness for all care staff, both for Irish staff and those from other cultural traditions.
Discussion

It appears that definitions of what constitutes “a good death” need to be culturally and historically specific since many of the older people in this study appeared to have an acceptance that death is natural and not to have a strong desire for control over their care management. However, further research is needed to verify this and changing social and institutional norms including increased individualism and economic conditions in Irish society suggest that older people in the future may wish to be more involved in shaping their care at end-of-life. 
Overall, the findings demonstrate that in some care settings, there is evidence of a good quality of care at the end of life and strong communication between staff, residents and families. However, in other care settings, practical issues such as poor physical resources, low levels of staffing, high staff turnover and lack of training in communication act as barriers to the facilitation of “a good death” as defined earlier.


In general, there was a high degree of respect and consideration shown to older people at the end of life in most types of care setting. However, in some facilities, there was evidence of “closed awareness” where any possibility of discussing their imminent death is closed off to residents because staff steer them away from talking about death without knowing their preferences in this regard. This clearly does not accord with the definition of “a good death” set out at the beginning of the article. In particular, it means that there is a very limited opportunity for residents to make plans of any kind for treatment or to inform their family and friends. While it appears to be accepted that there is a growing preference for “open awareness” in terminal care settings in many western countries, such as the UK and the US, this is not universally the case as research in countries such as Japan, Italy and Spain shows that some professionals and some members of the public may favour ‘closed awareness’ (Seale, Addington-Hall and McCarthy, 1997, Field and Copp, 1999). More research is needed to establish the preferences of older Irish people as the current study is based on a relatively small sample. 
The process of public consultation started by the Irish Hospice Foundation should be continued and specific research conducted to establish the needs and desires of older people (The Irish Hospice Foundation, 2009). This report found that there are mixed views in Ireland as to whether people  should be informed about their prognosis with some people suggesting that those who are dying have “a right not to know” on the basis that this enables them to preserve hope while others felt that those who are dying have a right to know (The Irish Hospice Foundation, 2009).
 Given the variety of views, a possible approach is for staff to have a clear and agreed policy in their care facility that residents or patients are given time and opportunity to discuss their concerns, should they wish to do so. Staff need to be trained in listening and communicating in a sensitive and hope-preserving manner, rather than diverting discussion and thus not allowing the person any opportunity to plan for their treatment and experience of dying. This training should be provided for all members of care teams – care assistants, nurses, doctors and specialist staff and should be provided in-house as well as in the form of training courses. 
Conclusion

There is a need for greater consultation with older people to establish their preferences in relation to end-of-life care. Similarly more research needs to be conducted with older patients and residents and families to uncover their views on appropriate levels of consultation and communication as death approaches for their loved ones. Staff training is certainly necessary to ensure high quality care at end of life that respects and reflects the preferences of patients and their families for knowledge and information about death and dying. Training in multi-cultural awareness of diverse practices and rituals at end of life also needs to be provided for all staff. Staffing levels at end-of-life should be high enough to allow sufficient time for being present with and communicating with older people at the end of life. Private rooms should be available at end of life for older people to allow for effective communication away from busy multi-bedded wards. 
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