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“Knowing is not enough, we must apply

Willing is not enough, we must do”.

Goethe 1749-1832

Abstract

The process of withdrawal of treatment has created ethical and moral dilemmas in relation to end of life care and how it should proceed.  Common within this discourse is the differing demands made on health professionals as they strive to provide care for both the dying patient and family members. The National Health Service (NHS) EoLC Programme emphasises the importance of education and staff development so that EoLC discussions can be facilitated between health care teams, patients and family members. However to facilitate this aim there is a need for a greater understanding of the exact nature of EoLC within critical care areas, how withdrawal of treatment processes are operationalized within differing critical care specialities, and what the roles of critical care nurses are within EoLC so that education and staff development can flow from empirical evidence.  This study aims to explore the role of the critical care nurse during end of life care.  

Aims of the study 

1.
To explore critical care nurses’ experiences of managing end-of-life patient and family care in their critical care speciality.

2.
To explicate the beliefs and views that underpin the processes applied when critical care nurses provide end-of-life patient and family care. 

3.
To gain insight into the cognitive and emotional demands made of critical care nurses when providing end-of-life patient and family care.

4.
To generate evidence based guidelines to facilitate best practice standards for patient and family end-of-life care.

Study design

A cross-sectional design applying a modified grounded theory method was adopted. Single audio-recorded qualitative interviews with thirteen critical care nurses from four Intensive Care specialities: Cardiac, General, Neurological and Renal, split between two sites in the South of England, were carried out. Interviews were facilitated by an end-of-life vignette developed with clinical collaborators. After specific training, co-investigators carried out a co-analysis of the collected data and developed the theory of negotiated dying. After gaining Ethics Committee approval the study was carried out over a 12 month period from September 2008 – September 2009.
Main findings

The theory of negotiated dying explains the process by which nurses negotiate dying trajectories in ICU and HCU environments so that a death is shaped in line with: i) the known or perceived wishes of the patient, ii) the ‘assessed’ and ‘discussed’ wishes of the family, and iii) nurses own professional and personal aims.  Findings indicate that there are ‘contested boundaries’ around how withdrawal of treatment is operationalized, and constructed, by doctors and nurses. In response to contested boundaries, nurses employ negotiation to challenge rules and policies that are not inclusive, overcome disagreements, clarify uncertainties and challenge inaction. Factors that facilitated the process of shaping death included: respect for the nursing voice in EoLC, communication with patients, connection and rapport with family members and EoLC policy documentation. Factors that constrained the process of shaping death included: the lack of, delayed, or stalled decision making by medical teams, and how dying in ICU and HCU is constructed by others within and outside the immediate clinical team.
Key recommendations

Multiple fora need to be developed within which the roles, responsibilities, aims and motivations of health professionals are shared within and between clinical teams.  Interdisciplinary meetings and simulated patient interactive sessions would facilitate the discussion of what we refer to as the contested boundaries of care and treatment and could lead to a culture of inclusivity and parity within the decision making process underpinning team working and communication. 

The development of Action Learning Sets to explore the problem of absent, delayed or stalled decision making and its impact on staff moral, patient care and family satisfaction would facilitate discussion and more integrated team working. 
Specific educational initiatives that profile those socio-psychological factors that influence the development of constructs of dying and EoLC models need to be provided across the workforce.  Drawing on the work from sociology and psychology would broaden the discourse around withdrawal of treatment and EoLC, providing the opportunity for health care professionals to view their interaction through multiple lens.  
Review of the appropriateness of the Liverpool Care Pathway for use in ICU environments is required to explicate health care professionals’ attitudes toward, and motivations to implement this tool.
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1.0
INTRODUCTION

1.1
End of life Care 

End of life care (EoLC) is an important Critical care issue and a key policy focus in the United Kingdom (UK). Several publications indicate the Government’s commitment to increased choice and improved care at the end of life (Department of Health (DH) 2003a, 2003b, 2006a), with guidelines for good practice being disseminated (Ellershaw et al, 1997, DH, 2005), and implemented (DH, 2006b). The message of these policy perspectives is that the care of all dying patients must improve to the level of the best and that by developing and implementing EoLC pathways, this can be achieved. However there are specific, and some might say, unique barriers to overcome in achieving this when caring for those patients who die whilst receiving care within Critical care. 

Critical care is an all-encompassing term covering general, cardiac, renal, neurological and high care units. Public perception is that such critical care is delivered in a highly technical environment with a strong ethos on curative interventions [Rubenfield, et al, 2001].  However the reality of critical care is that a sizable number of people die in critical care arenas.  According to the National Potential Donor Audit [PDA] carried out by United Kingdom Transplant from 1 April 2003 to the 31 March, 2006, there were 69,826 audited patient deaths in ICUs throughout the UK [Barber et al, 2006], and earlier work indicated that a sizable minority of such patients [sic], 31.8% of 11,586, die due to the withdrawal of treatment [Wunsch et al, 2005].  In fact withdrawal of intensive care treatments, once there is no hope of patient recovery, is now a common practice within critical and high care environments [Bewley et al, 2000].

1.2
Withdrawal of treatment 
Withdrawal of treatment is the process whereby death is facilitated for those patients where continuing active treatment is judged to be ‘inappropriate’ or ‘not in the best interests of the patient’ [Bewley et al, 2000]. Withdrawal of treatment is operationalized by the gradual reduction of drugs, treatments and technological support, however the order and form in which withdrawal of treatment is carried out is reported to vary depending on the speciality of the intensive care unit within which it is taking place.  
In work carried out exploring the nature of dying in intensive care areas, Harvey [1997] suggests that the practice of withdrawing technological support from the dying patient happens in stages aimed at mimicking the more gradual decline of natural death.  Harvey [1997] says that what she  refers to as the ‘technological regulation of death’ has two purposes: i] it allows both the family and health care professionals time to adjust ‘emotionally’ to the patient’s imminent death, and, ii] it allows death to be presented in a less dramatic fashion. On a macro level the procedure for this strategic withdrawal is that health care professionals communicate to the family what Glaser and Strauss [1968] refer to as a ‘death trajectory’, by using ‘pessimistic communications’ [Seymour 2001] stressing the seriousness of the critical injury. Family are usually informed of any deterioration in the patient’s condition, or failure to respond to treatment.  Decisions are then made about what, or what not to do.  What then follows,  on a micro level; the operationalisation of withdrawal of treatment,  is less well explicated and yet is reported to stimulate ethical and moral dilemmas in relation to end of life care and how it should proceed for those health care professionals providing that care.  Common within this discourse is the differing demands made on health professionals as they strive to provide care for both the dying patient and family members.  Critical care nurses play a central role in managing the process of, and implementing goals associated with the withdrawal of treatment [Puntillo, 2001]. Fundamental to this role is the provision of technical, psychological, social support and care to the patient and family. How nurses fulfil this role is an important area for investigation due to their central place in the dying process.  This study aims to explore the role of the critical care nurse during end of life care.  

2.0
BACKGROUND TO THE STUDY 
2.1 
The role of critical care nurses

Critical care nurses spend more direct time than their medical colleagues with the patient/family managing the EoLC process (Puntillo and McAdam, 2006), yet their views regarding this aspect of care are often not elicited.  Hoi et al (2005) noted that medical staff do not recognise nursing input in EoLC, and Yaguchi et al’s (2005) survey of 1,961 physicians in 21 countries, reported that only 29% of physician respondents would include nurses in EoLC discussions. Whilst there is greater inclusion in Europe with a reported 78% nurse engagement rate (Benbenishty et al, 2006), these figures indicate a reluctance, or lack of motivation by physicians to involve nurses in EoLC decisions. Reluctance may be related to findings that report nurses as less optimistic than medical staff regarding patient outcome in critical care (Kirchhoff et al, 2000), and that nurses are more likely than physicians to disagree on at least one of the daily management decisions regarding EoLC (Frick et al, 2003).  
To address these differing views, Puntillo and McAdam (2006) comment that there needs to be time and space put aside for ‘professional conversations’ regarding EoLC, arenas in which there can be reflection on the aims of care and exploration of what EoLC means to different health professionals, however as yet there is little evidence to support such professional conversations as there is very little work explicating the role of nurses during EoLC in critical or high care areas, and therefore what they would bring to such conversations.
The National Health Service (NHS) EoLC Programme emphasises the importance of education and staff development so that EoLC discussions can be facilitated between health care teams, patients and family members. However to facilitate this aim there is a need for a greater understanding of the exact nature of EoLC within critical care areas, how withdrawal of treatment processes are operationalised  within differing critical care specialities, and what the role of critical care nurses are within EoLC so that education and staff development can flow from empirical evidence.   

This study is therefore designed to explore the experiences of critical care nurses within and across differing specialities through gaining a greater understanding of the diverse dimensions of the nurses’ role in EoLC with the aim of informing practice, education and research agendas.

3.0 STUDY DESIGN

3.1     Aims of the study 

This study aimed to explore the views and experiences of critical care nurses from four clinical specialities [neurological, cardiac and general Intensive Care Units [ICU] and renal high care [RHC]] when involved in providing and facilitating end of life patient and family care.  

3.1.1
Objectives

· To explore critical care nurses’ experiences of managing end-of-life patient and family care in their critical care speciality.

· To explicate the beliefs and views that underpin the processes applied when critical care nurses provide end-of-life patient and family care. 

· To gain insight into the cognitive and emotional demands made of critical care nurses when providing end-of-life patient and family care.

· To explore whether the nature of the speciality in which critical care nurse work has any bearing on the practice of end of life care,

· To generate evidence based guidelines to facilitate best practice standards for patient and family end-of-life care.

3.2
Overview of study design

A cross-sectional design applying qualitative methods of enquiry, specifically a modified grounded theory method [Charmaz, 2006] was adopted [see section 3.7.1 for explanation of modification]. This methodology was expected to elicit the widest view of critical care nurses’ experiences of providing and facilitating end of life patient and family care in their clinical area and to develop theory from the substantive area. A grounded theory aims to explain the basic social processes
 that may or may not be present in a given situation
. This is achieved by identifying a key category
 [Charmaz, 2006], or pattern, that emerges during analysis and is limited by focussed and theoretical coding. The findings section for this report will therefore present a grounded theory that fits the data, works in explanation, is relevant to the people concerned, and is readily modifiable [Glaser, 1978; Charmaz, 2000].  The theory will be presented in the format of prepositions which are focussed on understanding and explaining what is happening within the data.
3.3
The context within which the research took place

The proposed research study had arisen from a collaborative relationship between two local acute care Trusts on the South coast and academics based within the School of Health Sciences, University of Southampton. As the aim of the proposed research was to gain a broad overview of the experiences of critical care nurses, four units were invited to be involved in the research. The three critical care areas were located in site one: General Intensive care [GICU], Cardiac intensive care [CICU], and Neuro Intensive care [NICU]. The Renal high care unit [RHC] was based in site two. 

3.3.1
General Intensive Care Unit [GICU] 

GICU has 20 beds, 15 of which are classed as providing intensive care and 5 as high dependency care. It has a total workforce of 108 nursing staff. GICU provides a service for a population base of 500,000. The unit provides management for emergency or complex elective surgery patients, and for those requiring intensive care therapies for respiratory failure, post cardiac arrest, septicaemia and renal management. Specialist interventions and treatments on this unit include: non-invasive cardiac monitoring; nitric oxide therapy; invasive and non-invasive ventilation; intra-cerebral pressure monitoring; and renal replacement therapies. During the period of this research, the mortality rate for this mixed ICU/HCU unit was 13.9%.

3.3.2
Cardiac Intensive Care Unit [CICU]

CICU is a large specialised unit with 15 intensive care beds. A range of patients receive care in this unit including individuals with acute or chronic heart disease or failure requiring intense cardiac intervention and support, and post operative surgical care (after cardiac valve or coronary bypass grafting, chest trauma injuries, and revision of congenital heart surgery). It has a total workforce of 92 nursing staff. CICU provides a tertiary service for a population base of 2.8 million. Specialist interventions and treatments include: invasive/non-invasive cardiac monitoring; intra-aortic balloon pump therapy; ventricular assist devices; nitric oxide therapy; invasive and non-invasive ventilation, and renal replacement therapies.  During the period of this research, the mortality rate for this mixed elective and emergency specialised unit was 3.77%.

3.3.3
Renal High Care [RHC]

RHC is based in a regional renal unit serving a population of 2.1 million. The high care unit comprises 6 beds with patients classified as level 2 (DH, 2000) and has a nursing staff establishment of 26.64 WTE. The range of patients receiving care include individuals with acute renal failure, established renal failure (including renal transplant) experiencing acute episodes of illness, late presentation of renal failure and any condition requiring renal replacement therapy. Specialist interventions and treatments include haemo-filtration, haemodialysis, haemo-diafiltration and plasma exchange. Any patients requiring ventilation are transferred to the critical care unit. At the time of this study, the mortality rate was 8.6%. 

3.3.4
Neuro Intensive Care Unit [NICU]
NICU is based in a regional neurological centre serving a population of three million. The intensive care unit is a 13 bed level 2/3 facility [DH, 2000].  The regional neurological centre treats patients with acute neurological injuries/illnesses, for example: traumatic brain or spinal injury and elective planned admissions who require post-operative support. Patients with more long term neurological conditions that may feature periods of relapse and remission or those conditions with a progressive pathway, for example: status epilepticus; Guillain Barré Syndrome; Myasthenia Gravis] are also admitted. Between August 2008 -July 2009, 789 patients were admitted to NICU. The mortality rate during the time line of the study was 6.5%. 

3.4
Sample

Critical care nurses who were regularly involved in end of life care for their critical care speciality were identified by clinical collaborators working in their area. These nurses were approached to participate in this study. A stratified [by speciality], purposive sample of 16-20 experienced nurses who held a senior staff nurse (Upper Band 5) position or above and had experience of EoLC within their ICU/HCU was the intended sample.  As the aim of the research was to obtain in-depth data rather than representative data, this sample size was expected to generate a large yet manageable dataset in relation to the resources and time frame available for this study. Initial recruitment aimed for 16 nurses [four from each of four specialities] with an increase to 20 if theoretical sampling [Glaser, 1978] indicated this would be of value to expand the categories identified in analysis. 

3.4.1
Procedure for accessing potential participants

Participants were recruited via four regional critical care units [RHC, CICU, GICU, and NICU].  A recruitment pack containing a letter of invitation, participant information sheet, reply slip and stamped addressed envelope [Appendix 1,2,3], were addressed to the nurse by a clinical collaborator in their area of speciality and placed in the nurses’ work based mail pigeon hole. 

On receipt of a reply slip, the researcher telephoned or emailed the participant to arrange a mutually convenient time for the interview. Most participants indicated that they wanted to be contacted by e-mail or mobile phone. 

3.5
Data collection

Those nurses who agreed to participate were invited to a face-to-face interview about their experiences and views regarding EoLC practice and processes in their area. 

3.5.1
Procedure for Interviews  

Interviews were carried out at a time and place convenient to the participants and the researcher.  Before the interview commenced the participant was offered the opportunity to ask questions or clarify any concerns about the study.  Written consent [Appendix 4] for a face to face interview was gained before the interview commenced.  

Nine interviews were carried out on the unit on which the participant worked, and during the work shift of the participant. Two interviews were carried out on the unit on which the participant worked during the participant’s own time, and one interview was carried out at the University of Southampton during the participant’s own time. All interviews lasted for between 50 and 75 minutes

Interviews were facilitated by the use of clinical vignettes that were developed in collaboration with professional colleagues [see section 3.5.2]. As is usual in the grounded theory method, two broad questions were developed to commence interviews [Appendix 5] with additional questions added as the sequence of interviewing continued as theoretical saturation was sought .After completion of interviews all participants received a ‘Thank you’ letter [Appendix 6] which included a copy of their consent form. All participants also received, depending on their choice, either a post interview phone call or a post interview e-mail so they could comment on the nature of the interview and gain any further information or support that they felt was needed.  These phone calls or e-mails took place approximately four days after interview allowing time for the participant to reflect on the interview.
3.5.2 Vignettes 

Vignettes have been described as ‘stories about individuals and situations, which make reference to important points in the study of perceptions, beliefs and attitudes’ [Hughes, 1998:381]. Vignettes are increasingly being used in qualitative research to elicit cultural norms derived from respondents’ attitudes to, and beliefs about a specific situation [Kalafat, et al, 1996]; highlight ethical frameworks [Barter and Renold, 2000]; and elicit moral codes [Hughes, 1998].  Whilst there are debates regarding the authenticity of responses made to situations presented in vignettes versus real life situations [Hughes, 1998], this technique offers participants the opportunity to discuss issues from a non-personal, and potentially less threatening perspective [Hughes, 1998]. The vignettes developed for this study were about a specific clinical situation related to end of life care in the specialist critical care area in which the participant was based [text box 1,2,3,4]. Each vignette had two renderings, the patient in one version being 36 years of age, and the patient in the second version being 76 years of age. Therefore in phase one interviews [requiring two participants from each speciality] one participant would read a vignette in which the patient was 36 years of age and the second participant [from that speciality] would read a vignette in which the patient was 76 years of age.  This decision was taken to explore whether the age of a critical care patient had any influence on EoLC choices and care. 
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3.6
Memos and field notes

Concise, reflective field notes were written after each interview, and throughout the research, to record important points and to detail analytical and methodological issues, ideas and theoretical insights for discussion with the research team.   

3.7
Data analysis

Interviews were ordered so that participants from the same speciality were not interviewed back to back, thereby increasing the opportunity to: i) carry out preliminary analysis of that interview, and ii) incorporate ideas, and questions from that interview into the next.  Following each interview, the audio-recording was transcribed verbatim. Transcripts were checked for accuracy by the researcher [second author of the report]. 

3.7.1
Modification to analysis

Modification to the data analysis procedure usually applied in the grounded theory method was necessary to facilitate inclusion of all team members in analysis.  It is usual in the grounded theory method that data collection and analysis are synchronous. Whilst this was the case for the researcher [TLS], other members of the analytic team [MC, RP, HW, DU] had to delay analysis until: i) they had attended a refresher workshop in qualitative analytic techniques, and ii) transcripts were available from outside their speciality [work area] as this was an agreed element of maintaining participant confidentiality. The decision was taken to accept this modification as our view was that facilitating different analysts to formulate ideas and code texts independently [and then agree as a group] would contribute to the rigour of the analysis.

3.7.2
Preparation for data analysis

An innovative aspect to this study was that clinical and academic colleagues were not only involved in the development and design of this study, but were also active participants in data analysis. The analytical team comprised of one experienced researcher, a clinical academic, two lecturer practitioners and a educationalist from one of the clinical specialities. This collaboration moves beyond the traditional advisory role fulfilled by clinical colleagues and contributes to a direct clinical/research interface underpinning the development of research skills for clinical collaborators. 

To facilitate such involvement, a workshop on qualitative analytic techniques was facilitated by an experienced grounded theory researcher (TLS) with the aim of establishing the knowledge base of each analyst, and clarifying the techniques to be used during analysis.  At the end of the workshop team members were requested to focus on specific questions when undertaking data analysis. These questions included: What is this data a study of? What is happening in the data? What process may be going on? [Glaser, 1992:51; Charmaz, 2006]. Team members were asked to bear in mind that analysis was seeking explanation, not description, and were asked to generate memos as coding progressed. 

Following this workshop, all team members received two transcripts from the same clinical context to commence coding.  These transcripts were from participants working in General Intensive Care. No member of the analytic team directly worked in this area so participant confidentiality was maintained.   All members returned their coded transcripts, coding list [with definitions] and memos to the researcher. These were then amalgamated into a master list for discussion and agreement at the next analysis meeting.  The first analysis meeting focussed on: sharing of analysis carried out by team members; member feedback on their analysis; agreeing a coding list [definitions]; and development of a memo structure. 

Each team member then received two further transcripts and these transcripts were: i) different from those being analysed by their colleagues, ii) not from their speciality.  Therefore all team members were exposed to at least three data collection contexts and four renderings of experiences and views by participants. The aim here was to build a corroborative analysis of data.  Again, team members returned their coding and memos to the researcher for amalgamation and discussion at the final analytic meeting. This meeting focussed on additions and amendments to the coding list and the development of categories and expanded memos from the coded data. The results of preliminary analysis were used to guide theoretical sampling by which we mean making active decisions as to where to look for more data to help clarify, expand, or condense initial categorisation.  

All coding and memos from the team were amalgamated by the researcher [TLS] who analysed all remaining transcripts.  All data was uploaded to a qualitative software package, Atlas Ti 5.2 to facilitate data storage and coding.

3.8
Rigour and trustworthiness

All fieldwork notes, coding notes and analytical memos [from co-analysts] made during data collection, co-analysts’ analysis and analytic meetings formed an ‘audit trial’ [Morgan, 1998], implemented to ensure rigour and inform further data analysis carried out by TLS. Notes made from regular project management meetings throughout the study, together with outcomes from discussions at the Advisory Board, further helped assure the rigour of the study.

4.0
EHICAL ISSUES
4.1
Ethical approval 

The study was approved by the Southampton and South West Hampshire Research Ethics Committee [B]. Following this approval, R and D approval was then sought from each of the hospital sites where recruitment was to take place.  Despite supplying the same documentation to both R and D departments and gaining approval for one site within one week, it took a further two months for approval to be gained at the second site, thus delaying both recruitment and data collection. 

4.2
Research Team

This research proposal had arisen from a collaborative relationship between Southampton University Hospitals Trust, Portsmouth Hospitals Trust and academics based within the School of Health Sciences, University of Southampton. The team of investigators have backgrounds in: critical care Nursing [MC, TLS, RP, DU, HW] Health Psychology [TLS, JAH], Bereavement and End-of-Life care and research [MC, TLS, JAH], Health Services Research [TLS, JAH], Evaluation of Health Care Services [JAH, TLS], Senior Health Services Management [MC, DU, HW], and Clinical Education [RP, HW, DU, MC]. The team was therefore suitably qualified to carry out this investigation.

Frequent meetings took place between the PI [MC] and Researcher [TLS] to discuss day to day progress of the study, and agree actions. Further meetings, linked to analysis, took place, as detailed above.

4.3
Advisory Team

An Advisory Team was established to support the development and progression of the project.  The Advisory Team included the co-applicants, a nursing member of Palliative Care Team at Southampton NHS Hospital Trust, a member of the Chaplaincy Support Team, and a member of the Academic group within the School of Health Sciences.   The Advisory Team met on two occasions during the 12 months of the project. 

4.4
Support for participants

The research team were aware that due to the sensitive focus of discussion in interviews there was potential for nurses to reflect on their practice to the extent that they may wish to seek independent support to address issues raised.  Provision of funds to support external counselling was requested [and agreed] by the funding body. No participants requested support of this nature. 

5.0
FINDINGS

The findings section will commence with an overview of the response to recruitment initiatives and the resulting participant sample that was achieved.  This section will be followed by findings from the interviews carried out with participants. 

5.1
Response to recruitment initiatives
During the first phase of recruitment [Table 1] 40 packs were distributed [10 for each unit].  A further 30 packs were sent out in a second mail shot. 
Table 1. Summary of recruitment initiatives
	Unit
	No of recruitment packs deposited in each unit
	Response rate %
	Theoretical sample

	RHCU
	10
	40% [n = 4]
	4

	NICU
	20
	5%  [n = 1]
	4

	GICU
	20
	20% [n = 4]
	4

	CICU
	20
	45% [n = 9]
	4

	Total
	70
	26% [n = 18]
	16


As indicated in Table 1, there was a large response from CICU, however the researcher was unable to agree interviews with five potential participants, due to the reasons indicted in Table 2.

Table 2. Participants not recruited but who responded to invitation

	Unit 
	Attempts to contact 
	Reason

	CICU
	4 

3 e-mails

1 phone call to unit with message left. 
	Unable to confirm a date for interview

	CICU
	3 

1 e-mail

1 failed mobile

1 wok and message left
	Unable to confirm a date for interview

	CICU
	2

1 e-mail

1 phone call 
	Off sick with back injury

	CICU
	4

2 e-mails

2 in person
	Withdrawn from study as two cancelled interviews.

	CICU
	4

2 e-mails

1 text

1 phone to unit
	Unable to confirm a date for interview


5.2 
Participants

Whilst the intended sample for this study was 16 nurses holding a senior staff nurse position with experience of EoLC within their speciality [either: RHCU, CICU, GICU or NICU], the final sample included 13 nurses. This comprised of four nurses each from CICU, GICU and RHCU and one nurse from NICU. Whilst the intention was to recruit senior staff nurses (Upper Band 5), some Band 6 Sisters [n = 4] came forward for inclusion in the study as they held experience in providing EoLC. These nurses were included on the basis of their desire to be involved in this research.  Recruitment therefore achieved the desired sample for three out of the four specialities [Table 3]. We are unable to comment on the poor response rate from NICU, other than to say that in Advisory team discussions, the palliative care team representative highlighted that in this speciality, due to the need for beds, patients who are receiving EoLC are often moved off the unit to the wards [this was supported by the sole participant from NICU]. A further consideration is that a proportion of patients on NICU, who are diagnosed dead by brain stem testing, will go on to become an organ donor.  In this situation these patients do not go through traditional withdrawal of treatment associated with EoLC.
Table 3.
 Demographic data for participants. 

	Participant 

No.
	Age/

Gender
	Grade/

Unit
	Time in ITU/HCU
	Time in Nursing
	Other ICU/HCU experience

	01
	30-39/F
	Band 6

GICU 
	12 years
	15 years
	CICU

	02
	30-39/F
	Band 5

GICU 
	12 years 
	16 years
	PICU, GICU

	13
	20-29/F
	Band 6

GICU 
	4 years 
	4 years 
	GICU only

	08
	40-49/F
	Band 5

GICU
	2.5 years
	5 years
	GICU only

	
	
	
	
	
	

	04
	30-39/F
	Band 6

RHC
	14 years
	14 years
	Renal only

	05
	40-49/M
	Band 5

RHC
	11 years
	19 years
	A & E, GICU

	07
	20-29/F
	Band 5

RHC
	3 years
	7 years
	Renal only

	12
	20-29/F
	Band 5

RHC
	2 years 
	5 years 
	Renal only

	
	
	
	
	
	

	03
	30-39/F
	Band 6

CICU 
	7 years
	7 years
	GICU during  training 

	06
	59-65/F


	Band 5

CICU
	5 years
	40 years
	PICU, GICU

	09
	20-29/F
	Band 5

CICU
	4 years
	8 years
	CICU only

	11
	20-29/F
	Band 5

CICU
	2.5 years
	5 years
	GICU during nurse training

	
	
	
	
	
	

	10
	40-49/F
	B 6 [just]

NICU 
	4 years
	4.5 years 
	NICU only


Table 3, column 4 illustrates that recruitment achieved a sample for each specialty
 that consisted of two more experienced nurses [mean time in GICU = 12 years, CICU = 6 years, RHC = 12.5 years], and two less experienced nurses [mean time in GICU = 3.25 years, CICU = 3.25 years, RHC = 2.5 years]. The median length of time spent in speciality was 4 years. 

Four participants were aged between 20 and 29 years, four participants were aged between 30 and 39 years, four were between 40 and 49 years of age and one participant was aged between 59 and 65 years of age.

5.3
FINDINGS - INTERVIEWS

5.3.1 Preamble

As is usual in qualitative reporting the findings and discussion will run in parallel, interspersed with ‘exemplar’ quotes, which are not offered as evidence for the basic social psychological process [BSPP] developed during analysis, but as an illustration of how the developed process was grounded in the data. Data analysis identified the basic social psychological process of shaping death
 through negotiation which is the key category identified from focussed and theoretical coding. The theoretical frameworks of ‘conflict rationalisation’ [Long et al, 2008] and the ‘negotiated order perspective’ [Strauss et al, 1963; Svensson, 1996; Allen, 1997] informed theoretical coding and memoing.
In analysing the experiences of nurses when facilitating EoLC, four subcategories to the key category: the basic social psychological process of shaping death, were developed and these are modelled in Figure 1. It is important to say that the model indicated is not intended to be viewed as a hierarchical framework of what nurses are ‘doing’ to facilitate EoLC in critical care environments, but, whilst illustrating ‘behaviours’ the model  highlights what appears to be the ‘essential elements’ of how nurses shape the dying process in ICU and HCU area.  The subcategories of: assessing, coordinating, facilitating, and operationalising constitute the key category and appear to be the foundations upon which shaping death is dependent. How these subcategories are enacted in the clinical areas is now presented in the structured format of the three propositions which constitute the theory of negotiated dying.  

Figure 1.
How death is shaped by nurses in ICU and HCU. 
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The theory of negotiated dying is presented as an integrated set of three propositions, which are focussed on understanding and explaining what is happening within the data.  The three propositions are: i) Dying trajectories within ICU and HCU shape decision making related to EoLC and thereby the actions of nurses, ii) Professional and personal attitudes of nurses regarding what a good death within ICU/HCU should be like, shapes EoLC, and iii) How dying in ICU and HCU is constructed by others, shapes the form of EoLC that nurses can provide.

5.4 Proposition 1: Dying trajectories within ICU and HCU shape decision making related to EoLC. 
Participants articulated four dying trajectories and these differed by speciality. The most usual trajectory for CICU and GICU was that of an acute admission following critical injury [illness] or planned surgical operation followed by insidious deterioration with little or no response to interventions over a relatively short time line [hours], or, a more protracted process of one step forward and one step back, with pauses when the patient is not moving in either direction [days or weeks]. 

NICU reflected the trajectory indicated above, but also articulated the trajectory whereby the patient is relatively stable, but has sustained a brain injury leading to the diagnosis of brain stem death [in this situation the family members would be approached about potential organ donation before any discussions regarding withdrawal of treatment were initiated].  If the patient was to become an organ donor no further discussions regarding withdrawal of treatment would take place. 
The trajectory most common in RHC was that of a chronic illness trajectory [months, or more usually years of treatment] during which time the patient had received [or carried out their own] dialysis, or may have undergone a renal transplant, which had ceased to function necessitating a return to dialysis.  Patients on this trajectory gradually deteriorated leading to withdrawal of treatment and death.   

These differing trajectories made specific demands on nursing staff and differentiated nurses’ experiences in managing EoLC and caring for the patient and family. The dying trajectory influenced decision making, which in turn shaped nurses’ experiences and actions. The process of decision making related to withdrawal of treatment is presented and discussed in the following sections.  

5.4.1
The process of decision making 

In the first trajectory indicated above, findings indicated that end of life decision making is supported by a precipitous deterioration despite, as participants commented 'everything being thrown at the patient'. This trajectory stimulated ‘reactive decision-making’ and often ended in death after only hours of admission to the ICU. 

“So I came on the night shift and been told that this chap was probably going to pass away that night, but they were almost kind of waiting for the patient to declare himself rather than actually us ‘turn things off’, and it got to the point where the consultant obviously is not around at night, the registrars only following the consultant’s orders, and the family must have been sat there for a few hours just looking at this chap and you kind of go back to the doctor and say, this is ridiculous the relatives have expressed that they want us do what we need to do so that he can go peacefully, and the doctor was kind of like well my hands are tied. So in the end we had to phone the consultant at home and then for them to remake the decision that we could go ahead and turn things off and I just thought that was utterly ridiculous for a patient who we knew was going to die, he was clearly not going to make it, his family had come in they had said their goodbyes and now they are made to sit because they don’t want to go until, you know they want to be with him while he died and were made to just sit and look at him looking worse and worse and worse and not actually and looking at the monitors and I just felt really bad and I felt quite ashamed really of how it was being handled  because they wanted  they wanted it to be the end you are just dragging out someone’s experience” [10:10  (36:36)] 
In the second trajectory, findings indicate that decision-making appears to be hampered by the 'lack of movement in either direction' by the patient.  Participants indicated that in the second trajectory the patient may be in a relatively static position for days or weeks, but as no improvement was evident ‘prospective’ decision making took place consisting of: i) discussions with family members about the lack of improvement; the setting of a time point after which treatments would not be escalated leaving the patient 'to declare themselves'.  If the patient did not respond then discussions about withdrawal of treatment would commence with family members.  

“I think the main thing that I would like to see changed is what families are told. The consultants change on a weekly basis and it is often the case that the consultants have different opinions and the families don’t know, they get confused by it all, and then they get frustrated, and I think that makes us look bad as professionals.  It’s like hang on last week we were saying this and now this week we are saying that. Thinking of somebody [patient] in particular one consultant would say we will give this another 48 hours and then if there is no improvement we are going to have to speak to the family about withdrawing blah blah blah, and the next consultant would come on and be, right now lets start these antibiotics, we give these 4/5 days to work…and the family just got so frustrated,  understandably, so that would be my biggest thing that the consultants whether it even be together made a plan and stuck to it     if a clinical thing changed and there was an indication that things needed to be changed, yes,  that’s different but when its just, I find that hard because they [the family] are like, the doctor we spoke to last week said this, and now this one is saying this, which one is right” [8 1:19 (103:103)].
Findings indicated that the process of decision making was perceived by participants to be problematic. The most common issues identified being the lack of or delayed decision making, or stalled decision making. 

5.4.2 
The lack of decision making

A perceived lack of ‘timely’ decision making was an issue raised across speciality. In ICU environments this was associated with: doctor’s unwillingness to acknowledge approaching death, and a lack of agreement amongst medical/clinical teams about moving to EoLC. 

“I know some of the doctors to have an issue with death and it is almost like they are rolling it, for it to be rolled over to the next consultant’s shift for that doctor to make the decision to take the tube out.  I don’t know if that’s actually what they think but that is how it is perceived” [2:69 (219:219)].

A regular issue within CICU [but not exclusive to that unit] was the differing perspective between surgical and ICU teams. Surgical teams were perceived by participants to be much more reluctant to make decisions around withdrawal, as they were ‘seeking one more option’.   
“I think there is quite often a difference of opinion when it comes to withdrawal and particularly with the surgical patients because obviously they have got their, they are under the care of two different people.  It is usually broached by anaesthetists or the nursing staff at the bedside kind of in discussion. It’s very rare for the surgical team to admit there is absolutely nothing more that can be done” [5:5 (26:26)]
The nurse at the bedside is the health care professional who is the first line of contact for family members and the person who is in the position, often not of their own making, of having to explain the decisions taken or not taken by others.  The lack of decision making, or stalled decision making was a point of tension for nursing staff. 

5.4.3
Stalled decision-making

Potentially the most difficult situation for nurses providing EoLC was when the family had been informed of the futility of ongoing treatment, were in agreement and prepared for death to occur, but for reasons that were not ‘articulated’ to the nursing team, the process of withdrawal did not proceed as expected. This situation occurred across the four specialities. 
“You will have the discussion with the family [that] treatment is futile and then they will come back and they will say   ‘well we are not going to withdraw but we are not going to escalate the treatment’. So I mean I have been in a situation, its probably about a year ago now, where we had multiple members of the family come in, this chap was clearly going to die yet the consultant had said quite specifically after speaking to the family, telling them that this chap was going to die, that we were not to turn anything off.  

In the above situation the process of decision making expected by the nurses, is stalled with no clear time line in place for further discussion.  In RHC the stalled plan was more usually linked to doctors being unsure as to the next step in withdrawal, not a reluctance to move forward to withdrawal. 

“Sometimes we find that if that decision has been made and the patient has expressed that wish [of ceasing active treatment] or clinically it has been made that treatment will [be withdrawn] it tends to kind of stagnate a little people tend to hang around and seem to be a bit unsure what the next process should be, and there can be a three or four day period of well are we doing anything for the patient. The doctors don’t go to see them anymore and we are still a bit like, but the DNR paperwork hasn’t been signed and so theoretically we would still be able to be having to resuscitate if the need arose and then there is still confusion because the drug charts haven’t been crossed off and the nurses don’t know whether to give the medication or do the observations its that bit that’s really really fuzzy. Its from the initial decision the patient either deciding or the doctors deciding the patient is no longer to have treatment there is always like a period of disclarity really, people get a bit confused as to what their roles are until something the Liverpool Care Pathway is implemented then that gives us a bit of a clearer structure as to what to happen” [9:16 (60:60)]

Nurses indicated that they were seeking a plan from the medical team.  A plan that is based on consensus [between and within teams] and that is adhered to by all.  Nurses acknowledged the need for flexibility, contingent upon the situation changing, but the lack of a plan that indicated: when family members would be approached for a discussion regarding futility, and how the process of withdrawal would proceed, contributed to the cognitive and emotional burden of nurses identified during analysis. 

The role of the nurse within the actual process of withdrawal of treatment was not clearly demarcated.  Individual nurses dealt with this issue in differing ways, but most would welcome a formalised ‘agreement’ of what nurses can and cannot do in facilitating EoLC.  
“I just think maybe if more power was given to the nurses and if it was, and what our role is, was made clearer then maybe it would be more effective because it is a very grey area who turns the ventilator off. Some people will say no its got to be the doctor but a lot of the doctors don’t know how to physically turn the ventilator off. I think if it was maybe say well the nurse will physically do it but they would do it under the instruction of the doctor, but sometimes the doctors forget about someone who would be ventilated they look at the monitor they have died, but they forget that you know there are other bits that you need to  do. So I think that maybe it should be the nurses to prompt and lead doctors on how we should do that” [5:13(52:52)]

In considering this point, analysis was undertaken to explicate the role of nurses and what factors underpin, or prompt their decision making during EoLC.  Theses findings are reported in the following sections. 

5.5 Proposition 2: The professional and personal attitudes of nurses regarding what a good death within ICU/HCU should be like, shapes EoLC.  

Participants indicated that they had specific professional aims and these were linked to such issues as patient safety and care, monitoring and assessing the evolving situation, operationalising treatment decisions and processes, liaising with medical teams, and engaging with and facilitating family contact and information sharing. These professional aims were underpinned by the personal aim of focussing on the ‘person’ in the bed as opposed to the ‘patient’ in the bed. The nurses’ perception of the needs of the person and of their family contributed to nursing decision-making and the shape of EoLC.   
 “Professionally it would be determining that all the correct teams involved have had their input in order to come to that decision about further treatment being futile. Professionally that the family are aware of everything that has  gone on and that it is clear to them the procedures from here, [that] we don’t have to contact any outside bodies, and if they have established next of kin. That there are no advance directives, anything like that in place and then going on from there to discuss with our organ donation team, even though they [family] might not wish to donate anything, that there is support for the family as well so just discussing with them and then maybe taking it forward with the family as to whether they would agree to any of it” [13:12 (23:23)] 

 “I guess my other professional responsibility would be to liaise with my doctors as what they want me to achieve for my patient on the day.  Is it to give them a dignified death, is it to maintain stability, is it to consider or broach the subject of tissue donation because there would be you know if they may be on any long term steroids or if they have got other medical history but they would potentially be a candidate for something so I have to keep all that on the back of my mind as well and I must remember that  at the end of the day and at the end of all those tubes and lines there is a person, that is somebody’s grandparent or somebody’s mother/brother/sister so I would like to treat them as I would like my family to be treated” [1:9 (98-98)]
Findings indicate that nurses have a clear aim when facilitating EoLC and this was explored by asking participants to discuss the terms ‘dignified death/natural death/good death’ focussing on whether this terminology was relevant to the nurse.  Participants were divided over the term ‘a dignified death’ indicating that it did not really assist in planning EoLC.

“Again for me its trying to get a really good picture of what this person was like, what their wishes were and how the family are and I think you have to try to assess the family perception of dignity because everybody, you know, everybody would say different things. I think dignity is different to everybody, I mean yes it is privacy, yes it is time, and what have you, and being treated as you would expect to be treated yourself, it is all those sorts of things but yes I think it is seeing a bigger picture and I think that is challenging in ITU. I think   generally you treat people the way you would expect to be treated yourself, it is always about care, about what you would expect to be given yourself, but then trying to assess the families beliefs, religious beliefs that all comes into it, that is a very difficult concept I think” [3:15 (107:107)].

Nurses appeared to be shaping a death that was a ‘construct’ of: their knowledge of the patient
, the views and reactions of the patients’ family toward what was happening, and their own views on how death should proceed. 

5.5.1
Patient involvement in EoLC  

To what degree the patient was involved in decision making in relation to EoLC was a specific difference between the RHC and other units [GICU, CICU, NICU]. Talking to the patient about what their wishes were, was, in the majority of cases not an option for nurses or doctors within these other units [there were two exceptions] and introduced an element of discussion that did not take place elsewhere.  RHC participants indicated that these discussions, which covered the ‘detail’
 of what would happen, were almost always carried out by nurses.   

“Well obviously [after reading the vignette] the doctors have already obviously had a discussion with the patient’s family as well as the patient,   I guess [they have] obviously made the patient aware that ongoing treatment isn’t on option for them   so basically [I] ask the patient what they want to do now if they are in a fit state to answer that.  So whether they want to stay in hospital, whether they want to try and get home,  or whatever  is suitable for them, and obviously  in discussion with the patient’s relatives if that is a feasible option of they want to go home and then obviously  depending on what is decided   if they are going to stay in hospital whether   you know   what's best for them   whether they go on the Liverpool Care Pathway or not  at that point   whether we need to contact  palliative care   see if they need to go to a hospice or whether they do want to go home and try and take the appropriate actions  towards what they want to do towards, you know, making their final time  best for them really” [6:5  (27:27)] 

These discussions with both the patient and the family set the aims for EoLC with the focus of achieving what Glaser and Strauss [1968] refer to as ‘living whilst dying’ [p:99].  As nurses in RHC were able to ascertain the patients’ wishes first hand this could result in specific requests.   

 “I wanted to mention a patient who was dying and there way no way we could get them home because the doctors felt that it would be imminent in the next 24 hours. His wish was to see his puppy  and I was racking my brains as to how I could manage to do that  and so his wife brought the dog to the front of the hospital and I went down and collected it  put it in a blanket and brought it up to the ward. That man’s face will live with me for the rest of my life, when I opened the door and gave him his dog, it makes me cry.  That tells me how much I am involved, he is an individual.  I know some people stay slightly more detached but it upsets me it really does but like I say  its because you know the patient so well and you can't not feel for them and you can't not want to do the best for them and try and see to their wishes” [9:24(96:96)].

Participants in RHC did not have to overcome the physical difficulties imposed on communicating with patients that other environments did, and this appeared to contribute to the satisfaction that these nurses gained from providing EoLC. 

Communication [as in talking] with patients in GICU, CICU and NICU was not usually possible as almost all patients were intubated
  and most were unconscious.  There were occasional exceptions where the patient was intubated but was not unconscious [see quote below]. Participants appeared to find this situation harder than if the patient was unconscious as talking about death with the patient was less usual in these clinical areas than in RHC. 
“Another man that sticks in my mind is a man that had been cycling in [name of country] three weeks before and had a [name of disease] or something like that, and we couldn’t get him off the ventilator. He was awake, tube tolerant
   completely awake, and we had to sit down with him and tell him that he was going to die within the next like 48 hours.  That was a really tough day because I said to him, after the doctors had spoken to him, is there anything you want me to do are you comfortable? His family were on their way down from up north, and because he was tubed he wrote on a piece of paper ‘no just sit there and tell me about yourself’ that was really hard” [1:17 (126:126)]. 

In CICU, GICU and NICU nurses appeared to gauge patients’ EoLC wishes by talking to the patients’ family, and considering their own view of how death ‘should’ proceed.  Of note is the fact that work by Coombs et al [in press] indicates that most patients are admitted to intensive care units with an expectation of cure and recovery, therefore it may be unlikely that any in-depth discussion about dying had taken place between the patient and family before admission; the actuality of their relative dying within the ICU may not have been considered by family members thereby making such discussions particularly challenging .   

5.5.2
Family involvement in EoLC 

Facilitating communication around withdrawal of treatment and EoLC requires the nurse to ‘connect’ with the family. Throughout this report reference has been made [within quotes] to the family and their ‘impact’ on the decision making processes related to EoLC.  The influence that the family exerts, overtly and covertly, will be discussed in the following sections. 

5.5.2.1 Connecting with the family

Connecting with the family of the dying patient is an important nursing role.  Nurses spend large amounts of time at the bedside and are, fundamentally, the link between the heath care environment, the patient and the family. Connecting with the family facilitated ‘sowing the seed’; this was how nurses began to prepare family members for the discussions around withdrawal of treatment.  Nurses in this study used a number of tools to 'connect with the family' and build rapport.  These included: taking an interest in the patient as a person, for example: asking family to bring in photos of the patient pre illness; taking an interest in the family; providing information about the patient’s condition, progress and treatment regimen; helping them find their way around  hospital systems; and facilitating meetings or discussions with doctors.  

Maintaining rapport was contingent upon nurses ‘recognising’ and ‘responding’ to verbal and non-verbal, voluntary and involuntary, feedback from family members regarding their views on what was happening to their relative.  

“I am happy discussing anything with the family generally but sometimes attitudes make you defensive like when a relative, its fine when you are sitting in a room discussing things but then one starts being really aggressive and saying, well it’s a bit hard to explain really, they are sort of like aggressiveness that you know, when you know that nothing, it doesn’t matter what you do that patient is not going to get better, and the whole aggressive attitude makes it that much more difficult for you to be able to have that conversation. I just feel for them”. [8:8(52:52)].
The nurse is receiving ‘feedback’ which influenced the ongoing process of EoLC.  Nurses were assessing the family dynamic, as well as individual needs. A consequence of assessment may be amending care and making decisions about: the amount and content of information that she could pass on, the content of information to be shared, the accuracy of family members’ understanding of information shared, and whether the family needed further contact with medical colleagues.
“How they are around the bed space, a lot of time they will concentrate on the screens, on the monitors, on the infusions, on the paperwork, and they will pick up on certain words which are spoken and then will obviously go away and search the internet and then come back and say well I have read xyz and like, ok   relate that back to your mum or to your whoever, it is a mum for this particular purpose, and just listen to how they talk to me and how they ask their questions and then I am kind of guided by what type of answers to give them. If they want to know about the respiratory function and they ask specific questions then I will tell them yes peak volumes are x we have got a set rate, if that is what they want to know, if they just want to know is she breathing for herself then no not at the moment or yes she is I kind of go with how they are really” [2:14(21:21)]

5.5.2.2 Operationalising withdrawal of treatment processes
Building rapport with family members was an essential element of operationalising end of life processes, by which we mean: reducing support drugs [these differed by speciality], weaning ventilation and extubation, increasing sedation and analgesic medications, addition of comfort measures [anticonvulsant and antimuscarinic
 drugs], oxygen therapy [RHC]], reducing/ fluids
 [RHC] etc.  Nurses aimed to ‘cluster care’ so that the patient and their visiting family were disturbed for the shortest time possible. By taking these actions nurses appeared to be ‘demonstrating’ to family members: a) their concern for the patient, and b) their empathy for the family.  These measures also served to hide from the family those aspects of dying that are the most distressing to observe: laboured breathing, choking, agitation, writhing, grimacing and so on.  

“but before that [commencing withdrawal processes] I would discuss with the family about did they understand everything were they ready for this, how they wanted to sort of go about things, did they need more time was there any family members that they needed to come down, did they want anything else, did they want a Chaplin or any basically is there anything else that we could do to make it kind of best a situation as possible really and then  just ask them whether they want to be with the patient. I would explain everything that was going to happen including what to expect in the sense that even if the patient if you are going to expect kind of coughing that sort of thing just to expect certain unpleasant side of death really because I think they need to if they want to be there they need to know what to expect and it is not always kind of nice but I think they should be I feel that if you are made aware of something then you can cope with it better.  Then if they wanted to be in there then I would ask them if they wanted me there or whether they wanted to be on their own and just kind of be guided by them really but obviously be on hand all the time as I have had situations before where we have withdrawn and it has taken quite a long time. I would just kind of pop in every now and again make sure they are ok do they need drinks or anything like that I would go in every now and again to make sure the patients’ pain was still well controlled nothing had changed that needed to be sort of dealt with and just constantly review and assess really the needs of the patient and the family as things change” [11:1(10:10)].
How death should proceed encapsulated many elements including: place of death [single room vs ward area], family present and aware of what was going to happen, the dying patient unaware [or if the patient was conscious, aware], pain free, and calm [no agitation or fitting], and the nurse in control of the immediate environment [monitors, ventilators]. Monitoring equipment was usually removed from the close proximity of the patient and family in an attempt to ‘de-intensify’ the environment so that the “patient is given back to the family as they came to us” [2-29(73-73)].   In this way the nurse could construct the death that best represented what he/she perceived a good death to be both professionally and personally. 

  “I think decisions have to be made in a timely manner, the time needs to have been taken with the family so that all of their questions are answered so that they don’t ever feel, some families feel the decision is theirs, that they are the ones that are responsible for the machines being switched off and sort of making them aware of the fact that at no point is it their responsibility, that they haven’t caused the death of their relative.  It needs to be calm ideally in I think it is always nice if a patient can be in a side room if it is feasible to move them, sometimes it is not  but  at least having the clutter out of there, out of the bed space. Family kind of not putting a time on it  but family be aware  and family wanting to be there to have come from wherever  sometimes, oh sister needs to get a flight from Glasgow wants to come from Outer Hebrides or something, and its that kind of rush rush scenario, and then very much guided by the family to a certain extent and the patient as to what is the best way or what is sort of appropriate for them. If they are not on huge amounts of support whether we can just perhaps extubate them and make sure that they are comfortable and just let them go naturally as opposed to sort of  just switching things off, and then just being able to give the family time there at the bedside would be my ideal.   I tend to switch off the monitor at the bedside and be able to see from outside  I would have that patient on a neighbouring monitor or back at the nurses station and just sort of try and make space for  them” [5:14 (86:86)]

All nursing staff de-intensified the environment once the withdrawal process had begun.  This action appeared to be taken for a number of reasons: to achieve what was perceived to be a 'natural death', to facilitate family members focussing on their dying relative and not the monitors, to 'create' a less stressful environment for family members. Participant reports indicated that nurses 'wanted' family members to focus on the dying patient and not the monitors; therefore the ‘usual’ procedure was for nurses to turn off monitors
 thereby directing the family members’ attention toward the dying patient.  

Facilitating time at the bedside for family members after the death of their relative was reported as an important element of EoLC by most participants However ensuring this could be difficult within an environment that was required to respond to external demands, for example, emergency admissions; such demands could undermine the nurse completing the EoLC that he/she desired to facilitate. 

“I can remember being involved in another death here and I was out talking to them [the family] and I went out to get another cup of tea for them and I got out [of the room] and was told well come on we have got to get this body out because we have got a patient coming down from theatre in an hour and a half.  I was mortified let alone, I said well if that patient hadn’t died you would have been putting that person somewhere else, why is there such an issue? I thought that was really poor …because you know it takes that long to just prepare,    it takes more than that just to do your job properly. No it happens it happens more than   as soon as somebody dies   at night its fine  but during the day  there is no real   you know they talk about it but they don’t really believe in  bereavement care to that degree because we have got deadlines  to make. I always think well if this person didn’t die where you were going to put that patient. I mean its just not helpful” [8:21(93:99)].

 “Well if we have a side room that is available then I very much feel that we should move people into a side room although that is not always possible, and the other thing that we have that I find is quite difficult  is that we do have patients who may not pass away as quickly as you thought and because you are in an ITU environment  because there is competition for beds people end up getting transferred upstairs [to the ward] and I think that is very distressing for families because they have just got used to you as a team and the unit and they are then asked to go up stairs. I think that is quite a big thing that if we could change I think it would be nice if we could” [10: 3:24(67:67)].

Findings clearly indicate that nurses aimed to provide 'Time', ‘Attention’ and 'Care' [Sque et al, 2005], which Sque et al [2005] indicate are the building blocks upon which rapport with family members is built.  Connecting with the patient and family was a fundamental factor in moulding a death that conformed to his/her personal philosophy, and that which the nurse perceived to be appropriate and desirable to the patient and family.   

“Sustaining life is a positive blessing and giving a dignified death is a positive blessing  and you work your socks off to ensure both are done because that is what the family remembers not the days leading up to it, but  those final moments,  that’s what I try to employ anyway. I go home knackered at the end of a day” [2:50 (245:246)]. 

Coordinating EoLC required the nurse to consider varied viewpoints and needs; however findings indicate that there are multiple factors that impact EoLC within ICU and HCU environments, some that are within the nurses’ capacity to influence and others that are not.  These factors include how withdrawal of treatment is ‘constructed’ by others, and national EoLC policy.

5.6 Proposition 3:  How dying in ICU and HCU is constructed by others shapes the form of EoLC that nurses can provide.

Analysis of the data indicated that how dying is perceived by others, both within and outside
 the clinical team are potent influences on how dying will proceed within ICU and HCU areas. The actions that nurses may wish to take in order to facilitate EoLC appeared to be facilitated or compromised by these influences as indicated in the following sections. 
To make death visible, Seymour suggests that clinicians ‘negotiate’ a ‘natural death’ by aligning divergent ‘technical’ and ‘bodily’ death trajectories [Seymour, 2001: 95] so that death can take place at the right time. This was demonstrated by some doctors requiring a gradual reduction in drugs and/or oxygen to mimic the gradual decline that is often associated with death. If this construct of dying in ICU was in conflict with the construct of the nurse, illustrated through his/her personal and professional aims, then this led to tension.  
“So it depends on the patient and also the consultant as well [as] they have all got their own ways of doing things and some of them say start turning the oxygen down, some say start turning the Norad down and turn it down by 2mls every two hours, I personally can't get my head around that I just think if it is withdrawal why drag this out by chipping at the Noradrenalin  turn it off  you know,  the family know what's going to happen, I just always try to put myself in their position and I think if it was my mum/dad  whatever I wouldn’t want to be sat there for hours and hours  and hours and hours personally if I knew it was going to happen turn it off  and get it over with as quickly as possible so that the grieving  process can start, but some consultants say you know just cut down a ml an hour  or a ml every half hour and  I have challenged that before but  that’s the way certain consultants like to do it, but I just don’t understand it” [1:11(54:54)].

It would appear that both nurses and doctors hold an individual construct of the dying process and these constructs appear to be underpinned by the desire for a quasi natural death. 
Findings indicated that in GICU and NICU a natural death was usually associated with a patient being extubated before death was certified. In CICU the patient remained intubated through the dying process, certification and removal to the mortuary. As discussed earlier a patient who is extubated prior to death will potentially demonstrate laboured breathing, respiratory secretions, choking and a change in colour. Whilst these are all 'usual' components of dying, they are the components that are articulated as the most distressing for family members to view and are therefore a focus for intervention as demonstrated in previous sections. This difference in practice, extubation vs no extubation, was explained as a requirement laid down by the coroner in that 'all tubes' be left in. As these units were in the same hospital one might expect the requirements of pathology to be the same.  It may be that this practice is more closely linked to how medical staff, in different units, construct death and a desire to ‘hide’ distressing outcomes of withdrawal from both the family and heath care team.  

“On general intensive care the doctors generally are more realistic   come to decisions quicker, but aren’t as good with the families as what we are in cardiac intensive care. General tend not to ventilate and let the person slowly die under normal conditions, whereas here we would never turn the ventilator off until everything else had changed and it’s the last thing to go, so we have two different ways of coping with it and its nicer for us and I think for the family  [8:10 (60:60)] 
Even though the medical team appeared to have a minor role in the behaviours and actions necessary in withdrawal of treatment [once the decision to withdraw treatment had been taken] and a plan of what actions were to be taken [or not taken] had been agreed [formally or informally], their ‘power’ over what actions and behaviours could take place was a major influence over the shape of the dying trajectory.  To address issues of varying standards of EoLC, national policy and tools guiding EoLC have been introduced into all hospital areas and more latterly into ICU and HCUs.  However the use of such tools appeared to be left to the discretion of the nursing teams.  

5.6.1 National EoLC Policy

The Liverpool Care Pathway for the Dying Patient (LCP) has been recommended for use as a template of best practice in the last hours and days of life, however it was not routinely adopted across the study sites.  In RHC the LCP was usually implemented.  In this environment it was seen as a 'guide' that provided structure in the decision making and planning stage of withdrawal.  Nurses in RHC were much more positive about the LCP than their ICU colleagues; this appeared to be rooted in what the LCP could achieve for the patient and family in relation to a dignified death. In RHC the LCP was perceived to be a 'trigger' for consideration of end of life care as opposed to the more usual mind set of 'active care'.  

Nurses acknowledged that dying patients needed very different considerations to the majority of those on the ward and that there was a risk that some of their needs may not be fulfilled due to the demands of the ward.   The LCP was seen as protecting the patient from this situation. RHC regularly adopted the LCP and participants within this study found it be a useful tool overall.  However there were limitations to its use. Participants indicated that they felt the LCP did not facilitate ‘personalisation’ to the individual who was dying, and that the medical team did not use the documentation. Participants’ perception was that doctors saw the LCP as a nursing tool.  

ICU colleagues indicated that they thought that their routine end of life care already addressed the aims laid out in the LCP and therefore it was not generally used on the General, Cardiac, or Neuro ICUs [although the documentation may be placed in the notes]. CICU had their own EOL care pathway package, but again this was reported as not being used on a regular basis. The benefits to the patient and family of implementing the LCP appeared to be judged by what it could add to the 'usual' process on the unit.  If the nurses’ perception was that it did not add anything and did not facilitate individualisation of care, it was not used. As the LCP was designed as a generic tool to guide end of life care pathways over the last 72 hrs of life, this implicit criticism may be based on the speed at which patients in these environments die once the withdrawal process begins, which is usually with minutes or hours.  

 “I just think it [LCP] needs adapting to more ITU specific   because it talks a lot about making sure they are no in pain, and when to use syringe drivers and mouth care and all these kind of things that we already do. That’s not something that we need to remember that’s just part of our everyday care for every patient whether they are doing well or not so I think it does, yes it needs to be adapted in some way for ITU patients. [It asks] at what point you would think about  analgesics and most of our patients are already sedated and they are not going to wake up and   that’s why it has been so difficult because you get it out but a lot of the time patients die so quickly that you don’t really have time”. [10:14(56:56)].
As indicated above and identified in analysis, whether the LCP was even considered for use in planning the final days/hours of a patient’s life, was a decision taken and implemented by nursing staff.  

5.7 Summary

The three propositions set out above present our arguments in support of the theory of negotiated dying. This theory, derived from 13 qualitative interviews with experienced critical care nurses using modified grounded theory, explains the process by which nurses negotiate
 dying trajectories in critical care and high care environments so that a death is shaped in line with: i) the known or perceived wishes of the patient, ii) the ‘assessed’ and ‘discussed’ wishes of the family, and iii) nurses’ own professional and personal aims.  We argue that there are ‘contested boundaries’ [Allen, 1997] around how withdrawal of treatment is constructed and operationalized by doctors and nurses, and that in response to this ‘tension’ nurses employ negotiation to: challenge rules and policies that are exclusive, overcome disagreements, clarify uncertainties [Maines and Charlton, 1985], and challenge inaction. Factors that facilitated shaping death included: respect for the nursing voice in EoLC, communication with patients, connection and rapport with family members and EoLC policy documentation.  Factors that constrained shaping death included: the lack of, delayed, or stalled decision making by medical teams, and how dying in ICU and HCU is constructed by others. 

6.0
DISCUSSION
This is one of the few studies in the UK that has explored the experiences of critical care nurses when they facilitate EoLC; and the only study to use an end of life vignette to elicit participant views and experiences within this context. 
The starting point for this study was the desire to explore critical care nurses’ experiences of managing end-of-life patient and family care in their critical care speciality, explicating the beliefs and views that underpin the processes applied when critical care nurses provide EoL, in order to generate evidence based guidelines to underpin the development of best practice standards for patients and family members.

Findings clearly indicate that the process of withdrawal of treatment creates ethical and moral dilemmas in relation to end of life care and how nurses perceive it should proceed. Varying constructions of dying trajectories made emotional and cognitive demands of nurses as they negotiated how death should occur in ICU and HCU areas.  Positively, and contrary to other work [Hoi et al, 2005; Yaguchi et al, 2005], nurses in this study felt that their views regarding EoLC were valued and considered by their medical colleagues. Nevertheless, differing views as to when withdrawal of treatment should commence and how it should be operationalized caused ‘personal distress’ (Borozny, 1990).  

The differing demands made on health professionals as they strive to provide care for both the dying patient and family members appears to be underpinned by the requirements of the role that they fulfil; for example, as diagnosis and prognosis is the responsibility of the doctor they are legally tasked with making withdrawal of treatment decisions, but as shown here, nurses are tasked with operationalising the processes that constitute it, and whilst differing views may be understood in light of clinical decisions being based on a view of ‘extending life’ and not on ‘allowing life to end’ (Cook et al 2006), the lack of interdisciplinary discussions regarding individual decision making means that nurses and their medical colleagues may find themselves in a situation where the boundaries around what can and cannot be done, and the timing associated with how processes are withdrawn are contested. 

Findings indicate that National policy practice guidelines, the Liverpool Care Pathway, which may ameliorate such contestations, was implemented in RHC, but not in ICU areas, and that the perception of nurses was that their medical colleagues were unwilling to engage with this documentation, or perceived it to be a nursing tool.  Having said this, whilst nurses in RHC were positive about the LCP, viewing it as a useful framework to underpin their decision making and care, ICU colleagues viewed the LCP as replicating what they considered to be ‘usual care’.  As the LCP was developed within the context of hospice palliative care it may suit the context of RHC where patients are conscious and can participate in decision-making, whereas in ICU the tool has been amended for use [End of life Care bundle], but it would appear that further adaptation is required so that this tool [if deemed facilitative] can be used in CICU, NICU, and GICU areas.  

This study indicates that dying trajectories within ICU and HCU shape decision making related to EoLC and thereby the actions of nurses; therefore if decision making regarding withdrawal of treatment is absent, delayed or stalled the professional and personal aims of nurses regarding what a good death within ICU/HCU should be like are compromised leading to feelings of frustration and disempowerment, as fundamentally, how dying in ICU and HCU is constructed by others impacts on the shape of dying that the nurse is able to provide. This clearly indicates that inter-professional dialogue about the process of medical decision making leading to withdrawal of treatment, and what nurses are aiming to achieve in EoLC is required. 
This last point stimulates a question: are ‘withdrawal of treatment’ and ‘EoLC’ equivalent concepts?   Operationally, these concepts are seen as at least being similar, in that they have temporal contingency, they are dependent on each other, but can gradually reducing treatments [drugs, respiratory support etc] and removing equipment be articulated as care?  It might be argued that withdrawing treatments is the way that a diagnosis of dying is ‘treated’, in the same way that the diagnosis of heart failure might be treated with drugs, or surgery, and that medical colleagues are therefore fulfilling the role for which they were trained and held responsible.  Nurses, however, are tasked with caring, and despite the blurring of roles that may occur within ICU and HCU environments, this is the focus of their professional and personal aims during withdrawal of treatment.  Glaser and Strauss [1968:99] argue that health professionals ‘reshape’ dying trajectories for multiple reasons, reasons that may not be clearly indicated in the usual routines of hospital work. We are arguing that nurses are reshaping withdrawal of treatment, which lacks the concept of care, into EoLC, which articulates it.   

The model of the nursing role in EoLC illustrated in this study presents how nurses shape dying trajectories within their work area. The model and findings indicate that multidisciplinary teams need a more nuanced understanding of each others’ roles, responsibilities [both attributed by others and assumed by the individual], aims, and motivations when planning and implementing EoLC.  

7.0
IMPLICATIONS FOR PRACTICE AND POLICY

7.1
Implications for practice

As indicated above it is essential that fora are developed within which the roles, responsibilities, aims and motivations of health professionals are shared within and between clinical teams.  This would lead to a greater understanding of individual constructs of dying within ICU and HCU environments, and how such constructs influence EoLC.  Articulating the difficulties associated with decision-making could lead to clarification of the issues underpinning what we have referred to as ‘contested boundaries’ of care and treatment, facilitating a culture of inclusivity and parity within the decision making process.  
To achieve this it is important that education is provided across the workforce that aims to profile those socio-psychological factors that influence the development of constructs of dying and EoLC models.  Introducing approaches and theories from varying disciplines, e.g. sociology [social organisation of death and dying], and psychology [defence mechanisms, attitudes etc] could lead to health professionals using a wider lens through which to view EoLC, withdrawal of treatment and their own reactions to death and dying.  These educational aims could be facilitated within Action Learning Sets [Revans, 1998; Pedlar and Abbott, 2008] as part of service improvement initiatives. 
It is especially important to help novice ICU/HCU nurses understand how their personal and professional aims may shape the EoLC that they provide, and whilst this may be perceived to be a positive way forward, it may contribute to tensions within and between teams, and individual frustrations, if those professional and personal aims are not shared. 
Novice nurses also need to be supported in articulating their views, the views of their patients and the patients’ family, and his/her aims of care within the clinical team in both formal and informal settings.   Support needs to not only offer an arena for nurses to discuss their experiences and reactions [what has been termed pastoral care] but incorporate ways in which nurses can ‘reflect’ on EoLC both prospectively and retrospectively.  The use of simulated scenarios such as those used in this study [vignettes] are a useful way of discussing sensitive issues from a non-personal, and potentially less threatening perspective.
7.2
Implications for policy

A most important finding from this study is that medical colleagues across the four specialities routinely ‘opted out’ of using, either, the Liverpool Care Pathway, or its amended counterpart, appearing to view this documentation as a nursing tool. This finding raises a number of questions.  If medical colleagues do not engage with National guidelines on EoLC, then what is the role of said policy and furthermore what is its value to EoLC?  If medical colleagues choose not be involved in the completion of documentation, does this choice limit the information on which they are making decisions regarding EoLC? Or do medical colleagues also view this documentation as unnecessary in view of the usual EoLC within ICU/HCU. These questions are the basis for further work. 
It may be that health professionals working within ICU environments in particular are to some extent compromised in their application of tools such as the LCP due to the rapid progression to death, once a decision to withdraw treatment has been agreed with the patient’s family.  Unlike RHC, patients within ICU often died within hours [2.5 hours in some cases] [Coombs et al, in press] of the decision to withdraw treatment being made, therefore the LCP in its present format may not be feasible
 in ICU environments notwithstanding individual views about its usefulness. 
8.0
CRITIQUE OF THE STUDY
8.1
Research Ethics and NHS Research Governance  approval
There was a significant delay in gaining NHS Research Governance approval from one of the sites which had a detrimental impact on the sampling matrix and time line of the study. Whilst approval was gained within one week of submitting documentation in one site, it took two months to gain Research Governance approval at the second site. As Research Ethics clearance usually takes a minimum of three months from submission [as was the case for this study] commencement of data collection was delayed for a substantial amount of the duration of the study.  As funding bodies are increasingly unwilling to support projects for extended periods of time, such delays put unnecessary pressure on research teams to complete studies within already tight deadlines.  
8.2 Sample

As in any study where the sample is self selected questions as to the reasons that participants agree to be involved are pertinent. Participants indicated that EoLC was an important issue for them as they wanted to do the best they could for the patient and family.  Participants clearly wanted to raise issues that they found obstructed the care they aimed to provide, and were outside their control.  A consideration for GICU and CICU was that a study exploring EoLC from the perspective of medical staff, nurses and family members [Coombs et al, in press] had just concluded [after being delayed] in these areas. Initially the research team was concerned that potential participants would be reluctant to sign up for a second study as it followed so quickly after the first, but this was not the case.  We suspect that the publicity and recruitment initiatives associated with the first study benefited this study as it generated discussion around the topic of withdrawal and stimulated nurses to participate so that they could contribute their views and experiences. 
We are unable to say if participants for this study were also associated in the first study.  We are also unable to comment further as to why there was such a low response rate from NICU, other than that already stated on page 12.  A comment by the one participant recruited was that the study was not well publicized within NICU.  However the final sample was representative of the nursing population on the units approached in relation to age, gender, experience and culture. 

8.3 Use of vignettes
The use of a ‘hypothetical’ vignette successfully engaged participants’ interaction and facilitated exploration of the experiences of nurses from four specialities, NICU, CICU, GICU and RHC, when they facilitate EoLC.  The vignette facilitated the discussion of what may be termed difficult issues, such as the nurses’ personal view of death and dying, how the roles and responsibilities of medical colleagues and other clinical teams impact on the care nurses aim to provide, and how contested issues are, or are not, resolved. 

This study, whilst having specific objectives and findings, has generated a grounded theory which may be transferable to similar populations and contexts. Its credibility will be confirmed if the findings have meaning for the staff involved in EoLC in ICU and HCU areas, and in its ability to impact on future direction of EoLC activities.

9.0
FUTURE WORK
· In view of the process of decision-making being indicated as a consistent issue for nurses, ethnographic work exploring the decision making process in situ, as it happens, would help explicate what factors influence decision making on both a formal and informal level. 
· As a foundation on which to base educational initiatives a scoping exercise is needed to identify the content of current EoLC courses and training, to asses the degree to which they draw on diverse theoretical frameworks to stimulate discussion and team working, and how they engage with the idea of stimulating ‘professional conversations’ as per the EoL strategy.
· As the methodology used for this study was successful in achieving its aim of exploring a sensitive issue in a non-threatening manner, expansion of the methodology to explore individual constructs of dying with medical colleagues within ICU and HCU environments, and comparing this with those of nursing staff, could profile the impact of differing roles and responsibilities in EoLC. 

· In view of the finding that the perception of nurses is that medical colleagues view the LCP as a nursing tool, and in view of a formal adaptation of the LCP for use in critical care being developed, a national survey seeking the views of ICU/HCU health professionals regarding its use and worth, is timely. 

· In view of the finding that ICU nurses in particular felt that ‘routine’ EoLC fulfilled all the aims of the LCP, a review of medical notes using the LCP framework as a template, would indicate whether this is in fact the case or an assumption. 
· Exploration of the concepts of ‘withdrawal of treatment’ and ‘EoLC’. These terms are often used interchangeably and yet findings suggest that there may not be parity of meaning.

10
CONCLUSION
This exploratory study has generated a new theory that contributes to the body of work being developed in the area of EoLC in ICU and HCU environments.  It has raised new questions to be addressed by further research and has clearly indicated that the process of decision making which underpins and shapes withdrawal of treatment in ICU and HCU environments pose problems for nurses as they strive to provide the level of EoLC that fulfils their personal and professional aims. 
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Recruitment letter

Study Title:
What are the views and experiences of critical care nurses when involved in providing and facilitating end of life patient and family care
Study No :

09/H0504/8


	Chief Investigator: 

	Researcher:

	Dr Maureen Coombs



Consultant Nurse  critical care/Senior Lecturer

Southampton General Hospital 

Tremona Road 

Southampton, SO16 6YD

023 8077 6121
	Tracy Long-Sutehall

Senior Research Fellow 

School of Health Sciences, B67
University of Southampton 

Southampton, SO17 1BJ.

Direct Telephone No. 023 8059 8224

E-mail T.Long@soton.ac.uk


Dear Colleague

I am writing to you on behalf of a team of researchers based at Southampton General Hospital and the School of Health Sciences, University of Southampton, to invite you to participate in a research study exploring the views and experiences of critical care nurses when providing and facilitating end of life patient and family care.

The purpose of the research is explained in the enclosed participant information sheet and I would be grateful if you would read this information before deciding whether you would be willing to participate in this research. The information sheet also outlines what your role in the research would be if you agree to participate.

If, after reading the participant information sheet, you are willing to participate in this study, would you please fill in and return the attached Reply Slip in the stamped addressed envelope enclosed. On receiving your response, Tracy Long-Sutehall, the Research Fellow for the project, will contact you to make all the necessary arrangements. Tracy will be happy to answer any questions you might have, before you make any final decision.

Thank you for taking the time to read this letter.

Kind regards

Dr. Mo Coombs
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Reply Slip

Study Title:   What are the views and experiences of critical care nurses when involved in providing and facilitating end of life patient and family care
Study No: 09/H0504/8
I am willing to talk to Tracy Long-Sutehall about my experiences in a face-to-face interview 



Your Name (Please print)______________________________________

Signature___________________________________________________

Your telephone contact no._____________________________________

or

E-mail address_______________________________________________

Best time to contact you and preferred contact method? e.g. Telephone or E-mail 

______________________________________

Appendix 3. Participant Information Sheet
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Participant Information Sheet
Study Title: 
What are the views and experiences of critical care nurses when involved in providing and facilitating end of life patient and family care
Study No:   

09/H0504/8
	Chief Investigator: 

	Researcher:

	Dr Maureen Coombs



Consultant Nurse critical care/Senior Lecturer

Southampton General Hospital 

Tremona Road 

Southampton, SO16 6YD
	Dr. Tracy Long-Sutehall

Senior Research Fellow 

School of Health Sciences, B 67 

University of Southampton 

Southampton, SO17 1BJ.

Direct Telephone No. 023 8059 8224

E-mail T.Long@soton.ac.uk


Dear Colleague

You are being invited to take part in a research study. Before you decide, it is important for you to understand why the research is being done and what it will involve. Please take time to read the following information carefully. Talk to others about the study if you wish.

This research is being organised by staff at Southampton General Hospital and the School of Health Sciences, University of Southampton.  The research is funded by the Burdett Trust for Nursing.

What is the purpose of this study?

The purpose of the study is to gain a greater understanding of what critical care nurses do when they facilitate end of life patient and family care and what influences their decision-making. 

Do I have to take part? 

You do not have to take part in this research.

What will happen to me if I take part?

We are asking you to share your experiences of providing end of life care to patients in your critical care setting. This would be done through an interview with a researcher who would ask you to read a vignette illustrating a clinical scenario and then ask you to discuss what your aims of care would be.  

The interview would be carried out at a time and place [home, work, University], which is convenient to you and the researcher.  Before the interview commences the researcher will explain the study and you would have the opportunity to ask questions. You will then be asked to sign a Consent Form agreeing to participate in the study and for the interview material to be used for research purposes under the stated conditions. The interview would be audio-recorded to provide an accurate record of the experiences you share with us. After the interview the audio-recording would be listened to and the information on it transcribed by a research secretary. The transcription of the interview will then be analysed by the researchers.

If you take part in the study you are completely free to withdraw from an interview or the study at any time, without giving reasons. Audio-recordings would be retained for 15 years in accordance with University regulations and then destroyed.  This Information Sheet is for you to keep. You would also be given a copy of the signed Consent Form.

Will my taking part in this study be kept confidential?

Your participation in this study will be kept confidential. Also anything you say would be treated as confidential except of course for any disclosure of malpractice. All information collected would be kept in the strictest confidence and would be secured against unauthorised access.  All transcripts of interviews are anonomysed and no individual would be identifiable from the published findings.  

What happens after the interview?

The Research Team will contact you after the interview to thank you for your participation and to request your feedback regarding the interview. Findings from the study will be shared with the Burdett Trust for Nursing in the form of a full report, which they may choose to disseminate more widely. The results of this study will also be published in health care journals and presented at national and international conferences. You will also be offered a summary of the research findings. 

What do I do now?

If, having read this information, you are happy to participate then please contact Tracy Long-Sutehall [details at top of page] or return the reply slip in the envelope provided.  If you have any questions, please feel free to contact Tracy. 

For independent advice about this research or to lodge a complaint please contact:

	The Research & Development Office

Southampton University Hospital Trust

Southampton General Hospital

Tremona Road

Southampton SO16 6YD


Thank you for taking the time to read this information.

Dr. M. Coombs




Dr. T. Long-Sutehall

Appendix 4. Consent form
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Consent Form
Study Title: 
What are the views and experiences of critical care nurses when involved in providing and facilitating end of life patient and family care

Study No:     09/H0504/8  

	Chief Investigator: 

	Researcher:

	Dr Maureen Coombs



Consultant Nurse critical care/Senior Lecturer

Southampton General Hospital 

Tremona Road 

Southampton, SO16 6YD

023 8077 6121
	Dr. Tracy Long-Sutehall

Senior Research Fellow 

School of Health Sciences 

University of Southampton 

Southampton, SO17 1BJ.

Direct Telephone No. 023 8059 8224

E-mail T.Long@soton.ac.uk


Please initial box

1. I confirm that I have read and understood the Information Sheet Version No 3, dated  22 March, 2009 for the above study and have had the opportunity to ask questions



 

2. I understand that my participation in this study is voluntary and that I am free to withdraw at any time, without giving any reason.










 
3. I agree to direct quotes being used  in any presentation of the research (verbal presentation or paper publication).












4. I agree that the audio recording and transcription of my interview can be used for the purpose of teaching emerging research students.

5. I agree that the audio recording and transcription of my interview can be used for the purpose of secondary analysis

6. I agree to take part in the above study.




Appendix 4 continued

Name of Participant





Signature 

Date 

Name of Researcher





Signature









Date


1 Copy to participant


1 Copy for researcher

Appendix 5. Interview questions and prompts
Initial questions [and prompts]

What are your clinical priorities when a decision has been made to withdraw treatment?

How do you achieve these priorities? 

What are your personal priorities when a decision has been made to withdraw treatment?

How do you achieve these priorities? 

Appendix 6. Thank you letter

	Name of participant

	Date

	Dear [name of participant]

	Research interview


Thank you for meeting with me today and participating in the research study: What are the views and experiences of critical care nurses when involved in providing and facilitating end of life patient and family care.

I very much appreciate the time you have made available to me and your contribution to this study.

As we discussed I will phone/e-mail to check that all is OK post interview and if there is anything you wish to bring to my attention regarding the interview please do not hesitate to feedback. Also as discussed please find enclosed your copy of the consent form. 

Kind regards

Dr. Tracy Long-Sutehall

Senior Research Fellow 

School of Health Sciences, Building 67 

University of Southampton 

Southampton, SO17 1BJ.

Direct Telephone No. 023 8059 8224
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Vignette [General ICU]





A 36/76 year old patient was admitted to your unit after suffering a road traffic accident.





Following a significant period of treatment/interventions the patient has not responded as hoped, has suffered multiple set backs, repeated infections, respiratory and cardiac instability.  The clinical team view ongoing treatment as futile. 





After discussion with the patient’s family the decision has been made to withdraw treatment.  





You are the nurse responsible for the care of the patient.


�





Vignette [Cardiac ICU]





A 36/76 year old patient was admitted to your unit after suffering a cardiac arrest post cardiac surgery.





Following a significant period of treatment/interventions the patient has not responded as hoped, has suffered multiple set backs, repeated infections, respiratory and cardiac instability.  The clinical team view ongoing treatment as futile. 





After discussion with the patient’s family the decision has been made to withdraw treatment.  





You are the nurse responsible for the care of the patient.











�





Vignette [Renal  HCU]





A 36/76 year old patient was admitted to your unit after suffering acute renal failure.





Following a significant period of treatment/interventions the patient has not responded as hoped, has suffered multiple set backs, repeated infections, respiratory and cardiac instability.  The clinical team view ongoing treatment as futile. 





After discussion with the patient’s family the decision has been made to withdraw treatment.  





You are the nurse responsible for the care of the patient.











Vignette [NICU]





A 36/76 year old patient was admitted to your unit after suffering a subarachnoid haemorrhage.





Following a significant period of treatment/interventions the patient has not responded as hoped, has suffered multiple set backs, repeated infections, respiratory and cardiac instability.  The clinical team view ongoing treatment as futile. 





After discussion with the patient’s family the decision has been made to withdraw treatment.  





You are the nurse responsible for the care of the patient.











Shaping death 


[Key category]





Professional attitudes = NMC/EOL/LCP, Unit philosophy


Personal attitudes = What would want for self and family.








� There are two types of basic social processes, basic social psychological processes [BSPP] which are useful in understanding behaviours, and basic social structural processes [BSSP] which are concerned with social structures in a process.


� A process is something which occurs over time and involves change over time.  These changes have discernable breaking points; discernable to the extent that stages can be perceived so that they can be treated as theoretical units in themselves with conditions, consequences and properties.  Stages may be in vivo [generally perceivable by those persons involved] or heuristic [generally not perceivable by the person involved, but demarcated by the researcher for theoretical reasons] [Glaser, 1978:98].


� As opposed to ‘core category’ [Glaser, 1978] or, ‘central category’ [Strauss and Corbin, 1990, 1998]. Whilst using differing terms all these authors are discussing the same concept, that of the dominant pattern within the dataset being analysed. 


� NICU is not included as only one participant was recruited from this speciality.


� We are using the term ‘shaping’ as a noun – any process serving to define the shape of something, and as a behavioural term referring to moulding [Concise Oxford Dictionary, 1976; Reber, 1985]. 


� In ICU environments this was usually second hand knowledge as it was provided by family members. 


� The meetings between doctors and family members appeared lay out the plan of action, not the detail of action. 


� Intubation is the process whereby an endotracheal tube is inserted into the patients’ trachea for the purposes of connecting them to a ventilator.  The ventilator [sometimes called a life support machine] will take over breathing for the patient. 


� Tube tolerant is the situation where patients are not experiencing any distress related to having an endotracheal tube in place, or having the ventilator breath on their behalf.


� Drugs to reduce the amount of respiratory secretions. Secretions can lead to choking, coughing, agitation and noisy breathing. 


� Required as these patients renal function had ceased and dialysis was not longer functioning. 


� In CICU the patient’s pulse, BP etc could be observed via a monitor at the nursing station as opposed to one at the bedside.  This facility was no longer available on NICU. 


� We include the perceptions indicated in National Policy here. 


� We are using this term very specifically as face-to-face exchanges. 


� Pilot studies of the LCP amended specifically for ICU areas is underway and are expected to report during 2010.
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