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Aim:
The aim of this study was to develop staff members’ knowledge in relation to optimising high quality end-of-life care for older people in two independent nursing homes. 

Background:

The Community Care Act (1991) has resulted in care homes taking on increasing responsibility for the care of frail older people in the UK. Currently 20% of the UK population dies in care homes (Teno 2003); independent nursing homes shoulder the greater burden, but are largely isolated from NHS initiatives in the provision of palliative and end-of-life care (Katz & Peace 2003). Most research studies in this area of care only describe the quality of end-of-life care in care homes (Oliver et al 2004). Attempts to effect change in the quality of end-of-life care through education alone have lacked authority to influence the care home context and therefore practice  (Froggatt 2000).

Methodology:
A critical action research methodology was chosen, consistent with the intention to empower staff to examine their own practice and enable appropriate change. Two independent nursing homes, from a larger cohort of nursing homes in the local Health Board where the study took place, volunteered to take part in the study. 

In each home, an initial exploratory phase was undertaken; the author worked 2-days a week alongside care assistants and nurses giving care to those residents who were the most frail and generating data from individual and group interviews, document analysis, and participant observation. Following the analysis of the exploratory phase, two separate inductively-derived initiatives were developed with staff, and implemented. The evaluation of both initiatives involved concurrent and retrospective analysis (Titchen 2000). Concurrent analysis concentrated on data in relation to continual self-reflection and critique during the study.  Retrospective analysis was undertaken once a phase of the action research or time in the nursing home had come to an end and used a variety of analytical methods that included thematic analysis, qualitative content analysis and descriptive statistics.

A reflexive discussion, threaded through the thesis, highlights issues to do with undertaking action research, being sensitive to issues of power and the importance of a ‘communicative space’, and the contribution to theory in relation to the end-of-life care of older people within the nursing home context.

Facilitating change: 

Facilitating change within the nursing homes and the change that occurred in me during the process are reported. The exploratory phase highlighted specific contextual and clinical issues relating to end-of-life care in the nursing homes: staff morale and support, learning culture, relationships with the wider multi-disciplinary team, psycho-social support of resident and family, knowledge of symptom control at the end-of-life and anticipation of the dying process. Because of a greater emphasis on the functional rehabilitation of residents, dying was found to be peripheral to the care culture in both homes.

The first initiative entailed care staff, nurses and nurse managers coming together to reflect on the care given to a resident who had died. Based on data from ten ‘collaborative learning groups’ (CLGs) the content and different types of learning achieved are considered. A key finding was that poor retention of staff meant that the knowledge staff gained from the CLGs was ‘walking out the door’ as staff left.  In the second home, staff also wanted a tool that would enable them to anticipate the needs of a dying resident and their family; hence an ‘integrated care pathway (ICP) for the last days of life’ was adapted, and implemented. The ICP document provided a means of optimising high quality end-of-life care within the functional rehabilitative culture of the nursing home.  

Outcome of initiatives:

There were three core outcomes of the CLGs: an educative role evidenced by individual learning, greater mutual understanding, and, challenging the status quo on several aspects of care in the last days of life; a supportive role in addressing both staff members’ emotional and intellectual needs; and, a role in facilitating communication across day and night staff, full and part-time staff.

The implementation of the ICP document resulted in more appropriate prescribing for residents in the last days of life and greater involvement of relatives. Dying was more readily recognised with improved holistic care. The documentation helped clarify what many staff members found a complex situation, enabling them to anticipate needs of dying residents and their families. Difficulties in use of the ICP document included the time necessary to communicate with the wider multi-disciplinary team in commencing the documentation, and the need for training of new staff. The ICP addressed in part the problem of staff knowledge ‘walking out the door’.

The initiatives in this action research study addressed two fundamental elements of high quality end-of-life care in nursing homes; namely, anticipating needs of resident and family prior to the death (ICP); and supporting staff both emotionally and intellectually (CLGs) by means of shared (staff) reflection on the death and the care given.  

A development model to optimise high quality end-of-life care: 

The significance of these two initiatives as a practice development model is explored further by drawing on Habermas’s Theory of Communicative Action – a substantive theory of ‘system’ and ‘lifeworld’. Nursing homes increasingly constitute part of the world in which older people die and end-of-life care is provided. An argument is advanced that it is important that both the nursing home system and the lifeworld of staff are addressed equally if end-of-life care is to be optimised.
Contribution to theory and practice:

Research within the independent care home sector in the UK is a neglected area of study. This study highlights:

· nursing home staff’s enthusiasm for support and development in end-of-life care; and the value of participatory methods of research in this context

· innovation in the use of action research by building on lessons learnt from  action undertaken in one nursing home being taken forward into development of action in another in the same study   

· advocating the equal importance of the system and lifeworld  as a model when developing high quality end-of-life care in nursing homes. Such a model has the potential to address policy issues in relation to the end-of-life care programme currently being advocated by the Department of Health 
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� For the purpose of the thesis, the flow of the text, and because staff themselves never used the phrase ‘care home’, the term ‘nursing home’ is used to describe ‘care homes providing 24-hour nursing care’. The generic term ‘care home’ is used when describing homes generally giving either personal care and/or nursing care.  
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