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Foreword 

I am very pleased to introduce this research on quality of care for the dying. Palliative care is becoming 

increasingly recognised as a distinct but integrated speciality in the treatment of those with long-term 

illnesses. It is both useful and reassuring to see the potential benefits that can be offered by a well 

organised, sensitively delivered palliative care service. This study shows the progress we have made,-and 

it is a credit to the commitment of those involved. 

I am committed to implementing the National Cancer Strategy, of which palliative care is an integral part. 

This research study, undertaken at St James's Hospital, will be of tremendous assistance to all who are 

striving to progress the palliative care service and I commend the Irish Hospice Foundation in having the 

work commissioned. The report is comprehensive and informative. 

Mr Brian Cowen, T.O., 
Minister for Health and Children 
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EXECUTIVE SUMMARY 

Background 

While 66% of all Irish deaths take place in hospitals or institutions, 80% of patients with terminal illness -spend most of the last year of life at home. The World Health Organisation (1990) defines palliative - jMf 

care as: 

I 
the active total care of patients and their families by a multi-professional team when the patient's 

d~ease is no longer responsive to curative treatment. 

A high proportion of health care for people near to death will be provided by health professionals 

other than palliative care specialists. The principles of palliative care should therefore pervade clinical 

practice across all health care settings 

The hospital based palliative care service at Saint James's Hospital was set up in April 1996 as a 

hospital-based palliative care service with expertise in advising on pain and symptom control, offering 

support to patients and relatives and educating general hospital staff in the principles of palliative care 

The present study describes the health service experience of patients who died in the care of Saint 

James's Hospital; a large 720 bedded urban teaching hospital with over 800 in-hospital deaths per year 

It compares the experiences of those who did or did not receive palliative care as part of their 

treatment. The study aims to describe the experience of death and bereavement in a contemporary 

urban hospital setting, to consider the role of a specialist palliative care service within that system and 

to make evidence-based recommendations to optimise quality of care for dying patients and their 

families 

Methods 

The next of kin of a sample of deceased patients representative of the various treatment routes by 

which care was provided to those patients at Saint James's Hospital were interviewed: deaths in Saint 

James's Hospital without contact with palliative care service; deaths in Saint James's Hospital with 

palliative care service contact; deaths at hospice having previously had contact with palliative care 

service; deaths at home/ under home care having previously had contact with palliative care service; 

deaths of patients discharged from palliative care service 

Ethical approval was obtained. Letters of invitations were sent and relatives were then contacted by 

telephone to arrange a time to meet the researcher 

A structured interview based on the UK study 'Regional Study of Care for the Dying' (RSCD) covered 

dependency, service use and evaluations of care in the year before death. Experience of the death, its 

immediate aftermath, subsequent bereavement and current psychological health of relative was also 

evaluated 

The overall response rate was 57%. There were 155 interviews with no significant differences in 

response rate across treatment groups 

The majority of those who died (68%) were 65 years of age or over. Most (77%) lived with families 

Results 

Detailed results are outlined below. Overall, relatives were positive about the care that their loved one 

received in the year before death. The majority, regardless of location of death and palliative care 

involvement, judged that their loved one had a 'good death' 

Most relatives felt the person had died at the right time, had been given choice about treatment, had 

their symptoms controlled, had had enough privacy in hospital and were treated well by hospital, 

primary care and hospice staff 

There were concerns about communication with both patients and relatives - these mainly involved 

the manner in which bad news was broken 
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Positive features of care such as offering choice, communicating with patients about the likely 

outcome, and relative perception that the person died at the best time, increased with palliative care 

involvement. A large proportion of relatives interviewed (41%) experienced clinical levels of 
.ps 

psychological distress on the General Health Questionnaire. SRouses were not as well adjusted to _ r 

their loss as other relatives 
"<.,.~ 

Results - Evaluation of death 

Relatives (84%) felt that their loved one had a 'good death' and had been prepared for death although 

relatives themselves were less likely to say that those close to the person were prepared for the death 

(61%) particularly if the death was in hospital 

The majority of relatives knew that the patient was dying (79%) and 69% felt that the person 

/." themselves also knew they were going to die. Relatives reported that almost half of the patients had -not been told this by anyone. Patients and relatives were reported as more likely to be aware of death 

if palliative care had been involved. Palliative care patients were more likely to have been told directly 

Relatives were more positive about the manner in which bad news was broken to them than to their 

"'"'Ioved one. Problems arising included telling people when they were alone, being too direct, removing 
r-- " -hope or appearing insensitive 

Relatives reported being more satisfied with the location of death (73%) than they felt was the case for 

their loved one (49%). Most of the discrepancies arose where relatives were satisfied with hospital - . . 
death but felt their loved one would have preferred to die at home 

.-
Most relatives (61'?!t were with the patient when they died, or had seen them within 24 hours of death 

(89%). Most of those who were not present at the death would like to have been there (62%). Some 

relatives were dissatisfied with not being informed about deterioration in a patient's condition 

Having a private room at the time of death was considered important by relatives 

Results - Symptom control 

Most patients suffered loss of appetite (81%), pain (80%) and dry mouth or thirst (73%) in the twelve 

months before death. Many experienced symptoms in the last week of life 

Patients experienced multiple symptoms in the year before death. The median number of symptoms 

experienced was eight and symptoms were of a longer duration for non-palliative care patients 

Symptom control compared favourably with a British study (Regional Study of Care for the Dying) on 

which this study is based (e.g., 71% of relatives felt pain was relieved completely all or some of the 

time during hospitalisation compared to 65% in the British study). Pain relief from the general 
'""" .. practitioner for pain experienced while at home was low (41%) in comparison to the British study 

(53%)i 

Both hospital doctors and general practitioners were trying enough to control symptoms according to 

the majority of relatives (87% and 85% respectively) 

While evidence on symptom control was generally positive, some relatives had recurring concerns 

about inadequate pain control and the side effects of symptom control 

Results - Help required and care at home 

Most people needed help with at least one activity of daily living while at home in the year before 

death (71%). A relative was usually the main carer. Many (43%) felt they needed more help than was 

available 

The majority of carers reported that caring had restricted their usual activities; while 60% felt caring 

was rewarding, one third were restricted in providing care by their own health problems 

.' Almost all were registered with a general practitioner and had had a GP consultation in the year before 

death 
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General practitioners were usually seen as willing to do home visits, as easy to talk to and as having 

time to discuss things. They provided excellent or good care in the view of 74% of relatives 

Some relatives would have liked more home visits (20%) and more night visits (10%) by general 
practitioners 

59% had help from a nurse at home. Nurses visiting the home were seen to have had enough time to 
do things. They mainly spent time talking - offering reassurance or support. Their care was rated as 
excellent or good by three quarters of those questioned 

One third of those receiving help from a nurse would have preferred to have help more often and 29% 
felt they needed help at night 

Results - Hospital-based care and hospice care 
Hospital in-patient stays in the year before death were of 1-3 months duration for 40% of patients. The 
majority had at least one out-patient appointment (73%) 

Most (84%) had spent no time in a hospice during that year 

While in hospital, 60% of relatives felt their loved one had experienced at least one of the following 
aspects of treatment - either did not have enough choice over treatment, received unnecessary 
treatment or did not receive appropriate treatment 

Palliative care patients who died in hospital were more likely to be perceived as having choice 
regarding treatment (74% vs 41%) 

Over half of the relatives felt they needed more explanation about the illness and what would happen 

or would like to have been given information sooner. At the same time hospital doctors were rated the 
most informative of all the people relatives spoke to about the illness 

One third of relatives however felt that they were not kept in touch by the hospital staff and 36% rated 
communication as fair or poor 

Comparison with a general hospital satisfaction measure used previously in Dublin hospitals showed 

that these relatives were somewhat less satisfied with aspects of hospital care treatment, medical 
and nursing care and attitude of other staff than patients attending for routine treatment 

Relatives felt the hospital was private. Many of the patients who shared rooms were said to be content 
with this. Most relatives lived no longer than half an hour from the hospital and getting there was easy 

Hospital nurse care was rated as excellent by 66% of relatives and good by 19% while 43% rated care 
from hospital doctors as excellent and 36% thought care was good 

Results - Palliative Care Services 
Of the relatives whose loved one had been referred through the palliative care service at the hospital, 
63% knew that they had been cared for by this specific service 

Reducing family distress and controlling symptoms were the areas where relatives felt the palliative 

care service made a big difference. Most relatives felt referral to the service was at the right time 

Palliative care service was rated as excellent by 75% of those who identified the palliative care input 

and as good by 23% 

Hospice care was evaluated positively by the small number of relatives whose loved one had spent 
time there between one week and one month for almost 60% of those who died at the hospice 

The hospice was also seen as private and accessible for relatives 

Care from hospice doctors was rated as excellent by 83% and as good by 17% of relatives and care 
from hospice nurses was rated as excellent by all relatives (100%) 

Results - Communication 
Poor communication equated with poor care for many relatives. Communication deemed to be 'good' 

and 'sensitive' was singled out for special praise by relatives 

viii 



Results - Bereaved relatives 
Levels of distress following bereavement were high - 41% of relatives experienced significant 

psychological distress at the time of interv!ew .(median .. 16. mc)Oths! as assessed. by the Gen('lra! Health 
Questionnaire. 75% still miss the deceased person 'a great deal' and over half were unable to look 

forward to things in the same way as before the person died. Spouses and relatives who lived with 
the deceased person found adjustment more difficult 

Formal follow up visits to the bereaved person at home were rare, most often provided by a priest 

People generally talked about their feelings with relatives or friends. The majority had consulted their 

general practitioner since the death. Almost one quarter of relatives would have liked to talk to 
someone else about their feelings 

Results - Other quality issues 
Equal and unhindered access to health services for all patients was considered important by relatives. 
Long delays at A&E Departments were especially criticised. A minority of relatives complained about 
the general aspects of hospital care e.g. the food and routines 

Matching care, information and communication to individual needs was highlighted as particularly 
important 

Qualitative data, illustrated as 'critical incidents' of care, showed how communication and attitudinal 

factors influenced both positive and negative evaluations of care. Other incidents are grouped under 
a treatment path scheme highlighting access, admission, treatment and after-death observations 

Recommendations 
1. Promoting the concept of a good death 

The central tenet of palliative care is facilitation of 'a good death'. Many individuals and services within 
the hospital and beyond contribute to this overall experience for patients and relatives. The point of 
departure for optimising care at this uniquely important time is dialogue. Death must be afforded an 

important position in the business of the general hospitals of contemporary Ireland. The information 
outlined here highlights the emotional intensity associated with the period around the death of a 
person and the concerns felt by relatives. In line with the promotion of a palliative care approach this 

research should be made available to hospital staff through presentations and other forums. The 
overall finding is of high quality care for the majority of patients and relatives. Information allows both 
the positive and negative features of care to be considered by all hospital staff. A steering group 
should be established to initiate a hospital-wide consideration of the care for dying patients and their 
families using this study as a starting point. This group should develop practical recommendations on 
how to improve the experience which can be resourced by the hospital and evaluated for their efficacy 

2. Communication 
The need for specific training in communication is strongly reinforced by this report. Emanuel and 

Emanuel described this type of training need in their 1998 review: 

"Clinicians must receive training in communication, not general communication skills but skills 

specific to the concerns of dying patients. Clinicians must be as comfortable in talking to patients 
about the dying experience as they are taking a history of angina" 
Timing of this training must be set to match the onset of these challenges for hospital staff and 

include, but not be exclusive to medical personnel 

3. Awareness of death 
The responsibility for informing patients about their diagnosis and prognosis should be formally 
assigned. Protocols outlining roles, the presence of support staff, and the inclusion of family members 

and clarification of information passed to other staff should be developed. Flexibility for allowing 
individual preferences for information disclosure and elaboration needs to be preserved 

4. A t time of death 
Privacy considerations at the time of death were seen as particularly important to relatives. Provision 

should be made for privacy including the option of a private room at the time of death 
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5. Palliative care 

The report documents the benefits associated with a hospital-based palliative care service. Many more 

people died in hospital than in a designated hospice. This makes benefits of palliative care in a general 

hospital more important. The palliative care service should continue to be supported in its 

developments in Saint James's Hospital. The nature of consultations from other teams should be 

critically evaluated in order to identify methods of most effectively delivering specialist palliative care. 

These methods may range from direct service delivery for individual patients through focused 

educational strategies for groups of staff 

6. Symptom control 

While relatives generally felt that health professionals tried hard to control symptoms, the majority of 

patients were seen to suffer multiple symptoms in the week before death. Qualitative data showed the 

unacceptability of this for some relatives. Continued education about symptom control mechanisms 

across specialties is necessary as is the implementation of clinical standards for symptom control. 

Communication about difficulties in symptom control may be particularly important in managing 

relative and patient distress 

7. Accident and Emergency and out-patients services 

Understandable delays at busy out-patient clinics and busy Accident and Emergency Departments 

were perceived as being very distressing for some patients. Patients with advanced and progressive 

illness or a short prognosis should have immediate access to care through Accident and Emergency 

Departments. Repetition of questions about illness and clinical history at each visit to Accident and 

Emergency Services should be avoided. Patients and families should be kept informed through their 

stay at Accident and Emergency Department 

8. Bereavement follow-up 

A large proportion of relatives (41%) were experiencing severe psychological distress at the time of 

interview as measured by the General Health Questionnaire (GHQ-12). A formal structure for bereave

ment follow-up is needed. While bereavement is a natural process, associations with morbidity have 

been demonstrated in the literature. At present there is no formal risk assessment for relatives and no 

formal follow-up. Risk assessment and intervention strategies need to be developed in conjunction 

with community and primary care services and should strive to complement both these services and 

the natural networks of the bereaved rather than supplanting either one 

9. Future research 

More generally, further research on the current context of, and attitude to, death in Ireland would 

aid as a baseline to evaluate change in perceived quality of clinical care, health professional 

attitudes and the expectations and attitudes of the Irish population regarding death 

The use of bereavement risk assessment tools should be evaluated, with reference in particular to 

specific bereavement interventions - ranging from telephone contacts, follow-up letters, home 

visits, brief intervention or offers of counselling 

The main exclusion criterion for this study was length of time in hospital those patients who had 

spent less than 24 hours in SJH or who were dead on arrival were excluded. The management of 

emergency care and traumatic death merits separate examination for its effect on patient, family 

and health professionals. In.this context little opportunity is available for development of rapport 

or phased introduction of news about prognosis. The challenges in facilitating a good death are 

magnified significantly for professionals in this setting 

The instruments used in the present study should be used in future research in order to facilitate 

comparison with this data and with the Regional Study of Care for the Dying 
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10. Study design 
The benefits of telephone contact in obtaining a good response rate were noted. It is recommended 
that future studies use a combination of written invitations to interview with follow-up telephone 
call 

Support protocols for interviewees who may be at risk should be developed 

This study did not include explicit questions on admission to hospital and in particular admission 
through Accident and Emergency Departments. Future research should gather empirical data on 
this issue 

This study did not take into account the possible influence on the relatives of life events since the 
bereavement (for example a further bereavement, loss of a job, illness). Future studies should 
include a measure of subsequent life events 

The impact of research invitation and the research interview on bereaved relatives could be 
assessed in future studies. 
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SECTION ONE 

Background 

1.1 Introduction 

Palliative care is a relatively new discipline. It exists as both a speciality and as a philosophy of or 

approach to care. The World Health Organisation (1990) defines palliative care as: 

the active total care of patients and their families by a multi-professional team when the patient's disease 

is no longer responsive to curative treatment. 

The principles which inform a palliative care approach are 

a focus on quality of life which includes good symptom control 

a whole-person approach, taking into account the person's life experience and current situation 

care which encompasses both the dying person and those that matter to that dying person 

respect for patient autonomy and choice 

emphasis on open and sensitive communication, which extends to patients, informal carers and 

professional colleagues. 

Since a high proportion of health care for people near to death will be provided by those other than 

palliative care specialists, the tenets of palliative care should be central to all clinical practice. Palliative 

care as a specialty involves professionals trained in palliative care working collaboratively to support 

patients and their families, physically and psychologically. A recent major report 'Cancer Services in 

Ireland: A National Strategy' (1997) recommends that: 

there be a further development of specialist palliative care services to ensure that the needs of patients 

with cancer and other long-term serious illnesses are met in the last period of their /ives. 

The Strategy notes that services should be flexible, of high quality and should be integrated between 

health board, hospital and community levels. Underpinning this call for integration is the observation in 

the report that 66% of all Irish deaths take place in hospitals or institutions. At the same time 80% of 

patients with terminal illness spend most of the last year of life at home. Consequently patients are served 

by both primary care professionals and community services. 

As part of the extension of the palliative care philosophy into general medical practice, the Irish Hospice 

Foundation sponsored the establishment of a Palliative Care Service at Saint James's Hospital, Dublin. It 

was established as a hospital based service with palliative care expertise, advising on pain and symptom 

control, offering support to patients and relatives and educating staff in the principles of palliative care. The 

service liaises with hospice and community or home care nursing services. Two of its main objectives are 

"to liaise with existing hospices and their home care teams and ensure a seamless discharge/transfer" and 

"to liaise with community primary carers, e.g. GPs and public health nurses on patient's discharge". 

The palliative care service was established in 1995 with the appointment of a consultant physician in 

Palliative Medicine and the specialist nursing service in March 1996. Saint James's Hospital is a large 720 

bedded, urban teaching hospital with over 800 in-hospital deaths per year. 

1.1.1 Quality in health care 

The Government's health strategy document 'Shaping a Healthier Future' (1994) places patient-centred 

care as a high priority in achieving quality in health care. One of its objectives is: 

To encourage the continuing development of a customer service ethos in the delivery of health care. 

Taking explicit account of the patient's perspective is one method of improving health services (Waldron, 

1998). Patient surveys regarding satisfaction with services received and views on service delivery is a 

means of moving 'closer to a model of patient involvement in planning and evaluation of health care' 

(McGee, 1998). 
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In the present climate of patient-focused health service provision, the quality of palliative care services 

should be open to assessment. Little work has been done on the circumstance of death in modern Ireland 

although it is arguable that as a culture the Irish regard themselves as having strong death traditions, 

rituals and coping mechanisms. One study examining the public's attitude to palliative care showed most 

had an idea what palliative care was although only 22% had any direct contact with palliative care services 

(Policy Research Centre, NCIR 1995, cited in position paper on palliative care). Many patients die in acute 

hospitals but little systematic evaluation of quality of care regarding deaths in hospital has been 

conducted in Ireland. 

The importance of good quality services during the last weeks and months of a person's life is further 

reinforced by examining the effect on relatives bereavement is acknowledged as the most stressful life 

event (Holmes and Rahe, 1967). The experiences of care and communication at this time could be seen 

to contribute to some of the most enduring, intense and unchangeable memories relatives have. These 

memories may hinder or facilitate coping. 

1.1.2 Background to the current study 

Research and audit are explicitly recognised objectives of many palliative care programmes and models 

(Higgison 1993, Addington-Hall 1993, Ellershaw 1995) including the service at Saint James's Hospital 

(SJH). The Palliative Care Service at Saint James's Hospital and the Irish Hospice Foundation which 

sponsored the service joined with the Health Services Research Centre, Department of Psychology, Royal 

College of Surgeons in Ireland to develop a research project evaluating the context of palliative care at 

Saint James's Hospital one year into the Palliative Care Service's development. The proposed study 

sought to describe the experience of death for families and to identify evidence for a quality of service 

impact from the specialist Palliative Care Service's (PCS) involvement in patient care at Saint James's 

Hospital (SJH). 

Patients are referred to the PCS at SJH through their consultant. The consultant in palliative care assesses 

the patient and family context and advises the patient's clinical team. While the majority of patients are 

terminally ill with malignant illness some referrals come from chronic illness categories such as HIV. The 

present study examines the last twelve months of life of patients at SJH, in particular the following five 

groups; patients who died in SJH with no palliative care input, patients who died in SJH having been 

referred through the PCS there, patients who died in hospice having previously been patients of the PCS 

at SJH, patients who died at home having previously been patients of the PCS at SJH and patients 

discharged from the PCS at S,IH with no home care. 

1.1.3 Objectives 

Specifically the objectives of the study are to 

document the numbers of patients who died in SJH or following discharge from SJH with a 

terminal diagnosis over a one year period 

assess relatives' or carers' views of health services received by patients of SJH who died in SJH or 

following discharge from SJH 

investigate whether outcomes for families whose deceased relative was referred to the PCS are 

similar to those of families whose relative was not referred 

identify what relatives know about and think about the PCS and how relative themselves adapt to 

bereavement 

develop a method of assessing quality of care for the dying for wider use. 

1.2 Method 

A structured interview with a qualitative dimension was chosen as the method of data collection. The 

interview schedule is outlined next. 

Measures 

The measures were developed from a number of studies focussed specifically on the topic of death and/ 

or palliative care and from standard psychosocial research instruments as described below. 
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a) The Regional Study of Care for the Dying Interview Schedule 

The Regional Study of Care for the Dying (RSCD) is a comprehensive British study of 'the year before 

death'. The study used an interview schedule designed to provide descriptive information on the process 
of dying and death in NHS primary care and secondary care services from the perspective of the deceased 

person's relative or close friend. 

The most recent schedule was based on earlier works (Addington-Hall and McCarthy 1995, Cartwright and 

Seale, 1973). A nation-wide sample (N = 5,375) was obtained by promoting the comprehensive and 
descriptive nature of the schedule which health authorities then agreed to use as an audit tool to examine 

local care for the dying. In the process Addington-Hall et al yielded the largest data set of information on 
services for the dying in Britain which they hoped would allow the opportunity to investigate services for 

particular sub groups, for example where a palliative care speciality existed. The lack of information on 

patients receiving such specialist services had previously been noted as a gap in the literature. 

The schedule was designed to reflect the experience of dying thus a random sample of all registered 
deaths was generated and only those with no contactable relative or friend were excluded. Retrospective 

accounts and evaluations were gleaned from relatives focusing on the twelve month period before death, 

i.e., the last year of life. The relative's bereavement experience was also assessed. 

The study covered the following areas in an extensive series of semi-structured and open ended 
questions 

the deceased person's health problems, symptoms and restrictions 

cause of death 

sources of informal and formal care, type and duration of care 

the respondent's experience of caring for the deceased 

the deceased's use of community nursing services, in-patient hospital services, out-patient hospital 

services, hospice care, GP and social services 

information from and communication with health professionals 

the respondents' experience of bereavement and bereavement care. 

The RSCD interview schedule was adapted and used in the present study with the authors' permission. 

b) Hospital and Hospice Climate 

Parkes (1984) and later Sea le and Keliy (1997) studied the differences between hospital and hospice care 
from the surviving spouse's point of view. Persistent differences show hospital staff being perceived as 

busier and the hospital climate less of a 'family' than the hospice. There were no discernible differences 
on pain control although in a 1969 study the hospice was perceived as a more effective manager of 
patient pain by the spouses. 

The climate scale from the Parkes and Seale studies was used, in particular to assess the differences 

between institutional care, but also to assess the degree of 'busyness' perceived for community health 

professionals, hospital health professionals and institution based health professionals. 

c) The Palliative Care Attitude Scale 

A six item Likert scale was developed for the present study to assess relatives' views on the extent to 
which health care professionals from both community and institutional settings met with the criteria of 
good palliative care (speaking sensitively to the patient, respecting the patient, supporting family, giving 
information about treatment, ensuring that the patient could exercise choice over treatment and other 
care issues). Relatives were given a series of statements and asked to 'Strongly agree' 'Agree' 'Neither 
agree nor disagree' 'Disagree' or 'Strongly disagree'. 

d) General Health Questionnaire (GHQ-12J 

A measure of psychological distress was included in the interview schedule since bereavement is a 

concern in the palliative care approach. Goldberg's short 12 item form of the General Health 
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Questionnaire was chosen as it is easy to administer, is short and is validated as a measure of 

psychological distress in large community samples (Goldberg, 1997) . 

e) Critical events in quality of care 

A qualitative dimension was included in the study specifically to gather indicators of good and poor care. 

Respondents were asked to recount 'anything that particularly pleased (displeased) you/that made you 

feel satisfied (dissatisfied); any particular event that you want to tell me about that was satisfying 

(dissatisfying)?' When these types of events came up spontaneously during the interview, they were 

recorded in writing at that time rather than waiting until the end of the interview. 

The same data collection forms were used for each of the five study groups. 

1.2.2 Sample 

The study aimed to interview the next of kin of a sample of deceased patients representative of the 

various treatment routes by which care was provided to those patients: 

deaths in SJH without contact with PCS 

deaths in SJH with PCS contact 

deaths at hospice having previously had contact with PCS 

deaths at home/under home care having previously had contact with PCS 

deaths of patients discharged from PCS. 

In order to minimise the potential for distress, a study time frame was selected from which to choose the 

sample to insure that no relative was contacted before seven months of bereavement. A twelve month 

period between July 1 1996 and June 30 1997 was selected as the sampling frame. Exclusion criteria for 

the study were 

sudden death (patients who died within twenty four hours of admission to SJH). These were 

excluded since many patients would have been dead on arrival and/or relative would have minimal 

opportunity to experience hospital services for dying patients. This procedure also allows direct 

comparison with similar UK studies 

patients whose next of kin lived more than 60 miles from the hospital were excluded for practical 

reasons of home access for interviews 

patients for whom full details of next of kin were not found. 

Details of overall population are given below and further details of the sample invited to interview and 

the response rates for each of the groups are summarised in table 1.1 below. 

It is important to note that samples were not matched with reference to cause of death, consequently the 

palliative care groups are likely to include more cancer diagnoses. This was a retrospective study and the 

treatment route rather than clinical diagnosis or malignancy was the focus of attention. 

Deaths in Saint James's Hospital 

There were 770 deaths in SJH between 1 July 1996 and 30 June 1997 (excluding deaths where the length 

of stay as an in-patient was less than 24 hours). The IMS at SJH provided the name, hospital number, 

consultant's name, number of bed days for the previous twelve months, next of kin name address and 

telephone number for these patients. The Palcare information system operated by the PCS at SJH, in 

conjunction with Our Lady's Hospice at Harold's Cross was used to identify those patients who had died 

in SJH but who had previously been referred to the palliative care service there (n 138, 18% of the 

deceased patients at SJH). Between February and September 1998, 104 next of kin (16% of non PCS 

deaths at SJH) were randomly selected and invited to interview and 111 (80% of PCS deaths at SJH) 

randomly selected next of kin were invited to interview. Proportions of each type of care were chosen to 

provide adequate numbers in each category for statistical analysis. 
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Deaths in Our Lady's Hospice 

The Palcare system was also used to identify patients of the pes at SJH who had been referred to and 

died at the hospice. A total of 55 patients were identified and 39 (71%) randomly selected next of kin were 

invited to interview between February and September 1998. 

Deaths at home 

Patients of the pes at SJH who died at home having been referred on to the home care team at Our Lady's 

Hospice were identified by a manual search of the home care records held at Our Lady's Hospice in July 

1998. A total of 79 patients were identified over the twelve month period. Only patients who died between 

January and June 1998 were included in the sample (n = 36). 

Deaths at home with no home care input 

The final sample was made up of patients who having been referred to the pes at SJH were later referred 

home but not to home care. This sample was also identified through manual search. A total of 8 (100%) 

next of kin were invited to interview. 

Out of the total 293 letters of invitation distributed 155 (53%) people were interviewed and a total of 70 

(24%) refused. Follow-up letters and stamped addressed envelopes with return slips were sent to 44 

people (15%) who did not respond. Two people (1 %) agreed to be interviewed but the interviews were not 

completed - in one case because the person was too upset and in the second because of a lack of time. 

A final category of 'other' (21, 7%) referred to letters returned by the post office (13), where the next of 

kin had since died (4) or in one case suffered from Alzheimer's and three cases where the person receiving 

the letter was not the next of kin. 

Table 1.1: Patients of Saint James's Hospital who died over one year in different treatment routes: 

numbers, numbers invited for interview and response rates 

1/7/96 to 30/6/97 Total Invited Interviewed Response rate* 

Died in SJH 632 100 53 55% 

Died in SJH - Palliative Care 138 110 56 53% 

Died in Hospice 55 39 22 66% 

Died under home care 79 36 19 63% 

Referred home 8 8 5 62% 

TOTAL 912 293 155 57% 

* minus cases where letters were returned by post office, or where next of kin had since died. 

An operational telephone number was available for three quarters of the sample written to (220, 75%). 

There was no telephone listing for 52 (18%) and an incorrect or out of order number for 20 (7%). 

Telephones facilitated this research; direct contact seemed to boost the acceptance of the invitation to 

interview - 61% of those with a telephone were interviewed as opposed to 36% with no telephone. Direct 

refusals were made by 63 people or 29% who were contactable by telephone and only by seven people 

(10%) of those with no telephone. The majority of people who did not reply to the initial letter of invitation 

and a follow up letter did not have a telephone (38 people, 86% of those who were followed up). These 

patterns are statistically significant (X' 109.4, df 4, P .0001). 

Study Groups 

Because of the small number of patients in the group referred home but not to home care (5 interviewed) 

these were re-assigned to groups according to where death actually occurred (in SJH in three cases and 

at home in two cases). 
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1.2.3 Procedure 

Ethical approval was sought from and agreed by the Ethics Committee at Saint James's Hospital. 

Next of kin were contacted by post with a letter from the researcher explaining the study, inviting the 
person to interview, explaining the nature and length of the interview and announcing that she would be 
in touch by telephone to arrange an interview date. Interviews could be held either at a person's home or 

at a room in S,IH (Appendix One). As well as the invitation to interview, an information leaflet about the 
study from the palliative care staff at SJH was included (Appendix Two). Both the letter and the 
information leaflet were checked for readability using a published formula (Ley and Florio, 1996). Where 

the next of kin had no listed telephone number a reply slip and stamped addressed envelope were 
enclosed. A pilot study was conducted to check the method of inviting people to interview as well as the 

process of interview and the efficacy and duration of the interview schedule. 

Where the deceased patient's general practitioner (GP) could be identified, a letter was sent from the 

palliative care consultant at SJH describing the study and informing the GP that the next of kin of an 
(unnamed) deceased patient would be invited to interview. 

Because of concern for participant well-being, over the course of, and following, a lengthy interview 
(usually between 90 minutes and two hours) a protocol was added to the questionnaire to record 
interviewee'S immediate response to the interview. The degree of distress exhibited by the interviewee 
during and after the interview was recorded. If of concern the course action of taken by the interviewer 

was also recorded. Firstly the interviewer confirmed that the letter of invitation, including name, address 
and contact number of the interviewer was still in possession of the interviewee, if not a copy was 

supplied. Informal (family, friends) and formal (Gp, counsellor) sources of support were explored and 

identified. Information about counselling or support services had been developed; the Irish Hospice 

Foundation's bereavement counselling service provided a listing of accessible and accredited 
bereavement counsellors which were given to an interviewee if requested. If further information was 
requested the interviewer agreed to investigate through the Irish Hospice Foundation. The interviewer, if 
asked, outlined that it was not her role to follow up medical or other queries about participant's deceased 
relative or make approaches to the hospital. 

1.2.4 Respondents 

The overall response rate of those contacted for the study is 57%. More women than men were 
interviewed, this reflects the listed next of kin - three quarters of whom are female. Interviewees were 

almost always direct relatives of the deceased, usually spouse or partner or son or daughter. Other 

relatives interviewed were parents, siblings or nieces and nephews. The two interviewees who were not 
relatives of the deceased were a friend and a member of the same religious order of the deceased (See 
table 1.2). 

The respondent usually had lived with the person who died (96, 63%). The majority of respondents were 
between the ages of 45 and 64 years reflecting the large proportion of sons and daughters interviewed. 

The majority of the deceased were over 65 year of age and lived with someone else, only 35 or 23% of 
the sample lived alone. 
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Table 1.2: Respondent's sex, relationship to deceased, age and 
living circumstances, deceased's sex, age, household circumstances and final diagnosis 

Husband/wife 61 39% 

Other relative 27 17% 

Other 2 1% 

34 and under 9 6% 

35- 44 28 18% 

45-54 40 26% 

55-64 35 23% 

65-74 28 18% 

75-84 13 8% 

96 63% 

79 51% 

76 49% 

Under 45 11 7% 

45-54 12 8% 

55-64 26 17% 

65-74 31 20% 

75-84 51 33% 

85 or more 24 15% 

35 23% 

39 32% 

30 25% 

49 41% 

Cancer 100 64% 

Other 55 36% 
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The final diagnosis of patients was taken from the centralised hospital record and from the records held 

at the hospice for hospice and home care deaths. The majority of these diagnoses were cancer, however 

final diagnosis may mask other diagnoses and even cause of death. 

It is important to note again that the focus of the present study is on treatment routes and services used 

by patients rather than their clinical condition. The patients receiving palliative care services were not 

exclusively cancer patients (18 or 18% had a final diagnosis other than cancer, e.g. HIV, pneumonia, renal 

failure) and similarly some of the patients who did not receive palliative care were listed as having a 

cancer diagnosis (16 or 30% of the no palliative care group). The medical specialities represented are 

given in table 1.3 below. 

Table 1.3: Medical speciality 

Speciality Number % Speciality Number % 
of patients of patients 

Medicine 45 30 Rheumatology 3 2 

Medicine for the elderly 35 23 Ear, nose and throat 2 1 

Surgery 14 9 Orthopaedics 2 1 

General Practitioner 10 7 Thoracic Surgery 2 1 

Oncology 10 7 Vascular 2 1 

Haematology 7 5 Gynaecology 1 7 

Cardiology 6 4 Immunology 1 7 

Genito-urinary medicine 5 4 

Plastic surgery 4 3 
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SECTION Two 

Circumstances and evaluation of death 

2.1 Location of death 
Hospital was the location of a patient's death for 114 (74%) of the relatives we spoke to; 19 people (12%) 
died at home and 22 (14%) at the hospice. Most people had been at that location for under a month and 
there were no significant length of stay differences for palliative care and non palliative care patients. 

A cross tabulation of actual place of death against the sampling frame confirmed group membership in 
all but five cases. Two of those referred to home care died elsewhere, one in Saint James's Hospital and 
one in another Dublin hospital. In both cases death occurred in hospital between one day and one week 
after final admission. As we wished to trace the experience of particular services, the two patients 
remained in the home care group as the majority of their later care had been focussed at the home care 
level and both had been discharged into home care. 

Four groups will be used for further comparison and analysis in the remainder of this report: 
died at Saint James's Hospital, referred to Palliative Care Service there (n 59) 

died at Saint James's Hospital no referral to the Palliative Care Service there (n = 53) 

died at Our Lady's Hospice previously referred to Palliative Care Service at SJH (n = 22) 

died at home or referred from SJH Palliative Care Service to home care (n 21). 

2.2 What do relatives say about the death 7 
Relatives' overall view of what happened around the time of their loved one's death will be reviewed in 
this opening chapter. It begins by examining whether or not relatives can say that a person had 'a good 
death'. Issues related to this concept such as whether a person died at the best time (rather than earlier 
or later) will also be explored. Preparedness for death on the part of both patient and relative will be 
examined by identifying awareness about impending death, identifying whose role it was to break bad 
news and the satisfactory and unsatisfactory ways in which this was done. Relatives were also asked 
about issues of control or choice over where death occurred and being able to be there at the time of 
death and their responses will be discussed here. This chapter deals with the psychosocial and 
communication issues around the death. Symptoms and their control, functional limitation and use of 
health services will be discussed in the next chapter. 

2.2.1 A good death 
The overall impression that most relatives had was that the person had 'a good death' (See table 2.1). The 
proportion of relatives that felt the experience had been of 'a good death' increased, though not 
significantly, with palliative care involvement. Most relatives agreed that patients had a religious or 
spiritual ease about them and had been prepared for the death. 

Table 2.1: Relatives' overall impression of their loved one's death 

- numbers and percentages answering yes to the following questions 

Would you say Died in SJH Died in SJH Died in hospice Died at home 
that your relative - -No PC -PC - PC at SJH - PC SJH 

had a good death 37 (72%) 47 (81%) 22 (100%) 47 (81%) 

had a religious and 41 (80%) 52 (88%) 19 (86%) 18 (86%) 
spiritual ease about him/her 
at the time of death 

was prepared for death, 32 (61%) 35 (59%) 18 (82%) 17 (81%) 
did not feel things 
were left unfinished 

those close to him/her were 
prepared for the death 25 (49%) 34 (56%) 16 (73%) 17* (81%) 

* p < .05 
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The majority of people were said to be prepared for death whether or not palliative care had been 

involved although not all of those patients knew that they were dying. Over 80% of those who received 

palliative care knew they were dying and were seen to be prepared for death. This compared with only 

55% of those who had not received palliative care. 

Those close to the person who died were prepared for the death to a lesser extent. Significantly fewer 

were prepared when the death happened in hospital - with or without palliative care input (X' = 9.32, 

df = 3, p = .025). Results to be expanded on in more detail later show that the majority of individual 

respondents themselves knew that the patient was likely to die. However this did not necessarily equate 

to being prepared - partly because respondents answered this question for both themselves and their 

extended families. 

2.2.2 Dying at the best time 

looking back, the majority of respondents felt that their loved one had died 'at the best time' (98, 64%). 

Almost one fifth (29, 19%) felt it would have been better earlier and just over 10% (16) felt it would have 

been better later. Responses across treatment locations are detailed in table 2.2 below where the 

variations in proportions are statistically significant those reporting that death was at the best time 

increases with palliative care in'!olvement (X' 13.39, df = 6, p'" .03). Spouses of the deceased person 

were as likely as any other relative to say death was at the best time. 

Table 2.2: Relatives' views of whether their loved one died at the 

best time by location of death and palliative care involvement. 

Died in SJH Died in SJH Died in hospice 
-NoPC -PC - PC at SJH 

Better to have died earlier 13 (27%) 12 (22%) 4 (19%) 

Better to have died later 8 (17%) 7 (13%) 1 (5%) 

Died at the best time 27 (56%) 36 (65%) 16 (76%) 

2.3 Awareness of death 

Died at home 
- PC SJH 

0 

0 

19 (100%) 

The majority of both the deceased patients (107, 69%) and their relatives (123, 79%) knew that the person 

was likely to or might die. When the patient knew about death their next of kin was also likely to know 

about the impending death (93% of those interviewed (X' = 10.5, df = 2, P = .0053)). As table 2.3 shows, 

knowledge of death varied in terms of the certainty with which it was held. Only 29% of relatives said that 

their loved one was certain about death. 

Table 2.3: Patient and relative knowledge about the likelihood of death 

Patients knew n % Relatives knew n % 
about death? about death? 

Yes - certain 45 29 Yes - certain 123 79 

Yes - probably 62 40 Yes - partially 13 8 

Probably not 17 11 -

No - definitely 15 10 No - definitely 19 12 

Unable to say 16 10 - -
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The majority of relatives felt that it was best as it was when their loved one knew (77, 78%) although 15% 
would have preferred if the person did not know. Where the person who died did not know they were 
likely to die, almost all relatives felt that this was best as it was (30, 94%). However, half of the 19 relatives 
themselves who did not know about the impending death would have liked to know while the other half 
were glad they did not know. 

These findings are illustrated by critical incidents collected as qualitative information (See Figure 2.1). The 
first example is from a woman who wanted her husband to know that he was dying but was advised not 
to talk to him. The second is the inverse where a woman would have preferred if her mother had not 
been told. Both of these were given as dissatisfying episodes in the care received. The third example was 
given as a positive episode of care where the family's preference not to tell their father about the terminal 
illness was upheld. 

Figure 2.1: Critical incidents illustrating dissatisfying and satisfying 
aspects of care relating to patient's awareness of likelihood of death 

There was some evidence that knowing about death varied depending on palliative care involvement and 
location of death, this held for both relatives (X' 19.8, df = 6, P = .003) and patients (X' = 22.5, df 6, 
p 0012) and is illustrated in figure 2.2. It depicts when a person knew either certainly or probably that 
s/he was likely to die and when a relative knew or did not know. Between 90% and 95% of patients and 
relatives in the hospice and home care groups knew about death. For hospital palliative care deaths, 68% 
(40) of patients and 81% (48) of relatives knew about the death in comparison to 51% (27) and 64% (34) 
of hospital patients and relatives when palliative care was not involved. The overall differences were not 
statistically significant for patients (X' = 1.03, 1df, NS) but were for relatives (X' = 7.8. df = 1, P = .01). 

Figure 2.2: Awareness of the likelihood of death amongst patients and relatives 

Awareness about death 

SJ H No SJ H PC Hospice Home 
PC . PC SJH SJH PC 

Groups, Palliative care 
involvemenl and locallon of 

death 
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More relatives whose loved one died in SJH with a palliative care service knew about the death than 
relatives of those who died in SJH with no palliative care service (X2 = 7.2, df = 1, P = .01). 

Patients who died in the hospice were more likely to be aware of the likelihood of death than those who 
died in hospital receiving palliative care (X' = 7.6, df = 1, P = .01) and those who died in SJH without 
receiving palliative care (X' = 9.94, df 1, P = .01). 

Despite the fact that the majority of both patients and relatives knew that death was likely most did not 
talk about death to each other (83, 78%). Most of those who did not talk about it were glad about this (57, 
69%) although one quarter regretted not being able to talk (21, 26%). 

While the majority of patients were believed to know that they would die, almost 50% of relatives believed 
they had not been told directly about the fact that they would die. Relatives themselves were more likely 
to report being told directly with only 23 (18%) saying that no one had told them. When people were told 
the prognosis it was most likely to have been told by the hospital doctor. The responses were divided into 
two groups those who said someone had told their relative (n 37) and those who said no one had told 
(n = 52). The likelihood of the patient being told about their prognosis increased by palliative care 
involvement 12% of those who died at SJH with no palliative care had been told, while 38% of those 
who died in SJH with palliative care, 57% of those who later died in the hospice and 76% of those who 
were referred to home care had been told directly about their prognosis. (X' = 21.97, df = 6, P .0012). 

Table 2.4: Professionals who told patient and who told relative about the likelihood of death 

Table: Who told patient and Told Patient Told Relative 
relative that the patient was 
likely to or might die 

No one 52 (49%) 23 (18%) 

Hospital doctor 27 (26%) 81 (64%) 

General practitioner 7 (5%) 

Hospital sister/nurse 5 (4%) 

Respondent or relative 4 (4%) 4 (3%) 

Other nurse - 3 (2%) 

Palliative care doctor or nurse 2 (2%) 2 (1%) 

Don't know 16 (15%) 

Other 4 (4%) 2 (1%) 

Of those patients whom relatives report as knowing about the likelihood of death, 18 or 43% had asked if 
they were likely to die. Over half of both patients and relatives had known that the person would die for 
less than a month (See table 2.5). Almost one quarter of the patients who knew they were going to die 
(26,26%) were judged by their next of kin to be not at all accepting, 31% (31) fairly accepting and 41% (44) 
as definitely accepting. 

Most patients and relatives who knew about the likelihood of death knew so only for a short time less 
than a month for the majority (See table 2.5). 

Table 2.5: Length of time that patients and relatives knew the patient was likely to die 

Knew for ...... Patient Relative 

Less than a week 17 (16%) 28 (22%) 

1 week < 1 month 38 (35%) 35 (28%) 

1 month < 3 months 23 (21%) 29 (23%) i 
3 months < 6 months 11 (10%) 14 (11%) 

6 months < 1 year 9 (8%) 8 (6%) 

1 year or longer 4 (4%) 10 (8%) 

Don't know 5 (5%) 1 (1%) 
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2.4 Breaking bad news 

Relatives were asked to assess how the news was broken to their loved one and to themselves. The 

number of positive and negative comments and some examples of each are detailed in table 2.6. 

Relatives are more likely to give a positive comment about how they were told than how the person who 

died was told (73% vs 47%) and 39% of relatives were critical about the way this information was 

provided. 

Table 2.6: How were the patients and relative told about death? 

PATIENTS n % 

Positive about the way patient was told 17 47% 

'broke it gently in a round about way' 'gave a direct answer to a 

direct question' 'very professional, no easy way/ 

Negative about the way patient was told 14 39% 

'blunt, said no matter what you do you're wasting your time' 'It 

was too abrupt, very unfeeling' 'too final, he should have left a bit 

of hope somewhere without Iying' 'I would have liked to be there 

to hold his hand, the doctor should have come at visiting hour' 'we 

knew the type of man he was and he couldn't take it' 

Other or family member told patient/ unknown 5 14% 

RElATIVES 

Positive about the way relative was told 77 73% 

'she never told me straight out, but enough so I knew, very 

sensitive' 'stayed with us and chatted. he was nice' 'as a matter of 

fact, the right way/ 'said she wasn't giving any false hope, I 

appreciated it, I asked if she would see Christmas, she said I doubt 

it' 'just said she was going to reduce the medication and let her 

slip away. I liked the way she said it and I agreed' 

Negative about the way relative was told 23 22% 

'called me to the corridor, no hope in the world. Insensitive, her 

timing was wrong, there were visitors there to go back to' 'I asked 

the sister how long and she said '10'. I must have taken her up 

wrong, I thought 10 years, she probably meant 10 months' 'It was 

over the phone, I was very angry' 'very brutal said 'I'm telling you 

your husband is dying' 

Other/unknown 5 5% 

Critical incidents illustrating both satisfying and dissatisfying episodes of care frequently centred around 

the issue of how bad news was broken. Some relatives felt that the news had been told in a way that was 

too direct or 'brutal', other relatives appreciated that both parties had been told in a straightforward 

manner (See figure 2.3). 

Figure 2.3: Critical incidents - directness and hope in breaking bad news 
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r--- in the car and cried for an hour, and came home and cried again. Because there was no hope 
k ",given, The.Y\iay I would approach it is I would say this is the illness and if asked I'd say 'I don't 

l know 'but I will treat it.' They should leave some hope. You wouldn't be denying the person 
'5~the i~prma.ti()n; sqme glimmer of hope not false hope. You can. still be honest. 

o -tThey said out straight that there was no hope. There was no beating around the bush. I was 
.",,;satisfiea with them 
,~ ''''j)"' 

• + They said it out straight to him which was a relief for us. Said what was wrong, what would' 
~~~'ihappen, what care would be involved. Otherwise we would have been pussy footing around 
·'him. T found them all very good at saying out straight what they'd found. Very sensitive and 

c.on!),~9.erat~all 9ifthe team .. 

In communicating the message some relatives felt the seriousness of the situation had not been made 

clear to them, while others felt reassured and appreciated that time had been spent with them. Some 

negative comments centred around both patients and relatives being told bad news when alone without 
the support of family or relatives, of overhearing comments or being told in inappropriate settings. 

Positive ways of telling bad news meant being told in privacy and sensitively. Different positive and 

negative examples are given here in order to illustrate sensitivity and lack of sensitivity but also to show 
how similar situations may be interpreted differently by different individuals (See figures 2.4,2.5 and 2.6). 

Figure 2.4: Clearly communicating bad news 
0_ Doctor said 'the op~ration was very serious but he would pull th-r-o-u-g7"h-:. T=h:-e-y~sa-'i:-d;-:h-e~w-o-u-cld-:;-' 7b-e--' 

in intensive care for 1 week and then in the hospital for 3 weeks ...... He never woke up and 
~i!l'\(jied8days~later: Re was chatting away the day before. They said he was very seriously ill but 

they never convinced us he was going to die. We never saw the doctor again and D had all 
, ihis faith in ·him ..... (We) feel that something went wrong. Doctor's assistant spoke to us but it 

was so casual. The nurses didn't help us to understand how serious it was, they'd say 'We 
,t.1£iwant,ihim to. wake. up too'. I think they should prepare you ....... The doctor himself should 

have come and explained what had happened. They never said he would die, they just said 

~e's~lable ,or wh?lever. You sh,ould be told :rhis i!) really bad' 

• - The only word I would connect cancer with is cancer. I heard the word 'growth' 'cyst' 'lesion' 
'\ijf;Jbut I~idn'tknow»,hat they were talking about 

• + Consultant brought myself and the family in and discussed the whole thing and gave us his 
prognosis. He brol,lght us into a room with the files and he went through the files with us. And 11 

he listened to us. And he said if they could do no more for her he would make arrangements 
,L for QE!r to be looked after in the hospital - bEilcause I couldn't look after her. And that took a lot 
'~off my mind. " ..... i 

Figure 2.5: Sensitivity in talking about bad news 

• . Being in a teaching hospital some students were excellent and others shouldn't be allowed. 
~Some aren~fsensilive and you can't teach them that. P was very upset at having overheard a 

couple of interns discussing her. At the time I mentioned it to the doctor and he took them up. 
it's not'~ight, particularly for a patient who thinks they have a hope of re~overihg. 

When he (consultant) told her the treatment didn't work he held her hand. That meant a lot 
he'''; a littl'e tenderness. 

Figure 26: Acknowledging social support in breaking bad news 

We talked to the team and they said they would wait until we were there before telling him 
telling f§ther what was wrong with him).We arranged to met them at 4.45 and they would 

tell·him and'then we could go in to him because he wouldn't be able to take it in. When we 
tti~re he.hadbeen told that morning and none of us.were there. He was really into himself 

from then on. We had wanted the family to be there. I was fuming ........ We didn't get to say 
;;~i1l;what~Lwe w~pted tp say because they didn't wait and told him before .. We wanted to comfort 

him. 

• ;l-fi,Jhedoctor;i~old my husband so that he could break it to me aqd not to shqck me 'cos Ivvas 
~. in the hospital myself. 
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2.5 Notifying relatives about deterioration 
A specific subset of communication which arose through the qualitative analysis of data related to 

relatives' concerns at not being notified abollt changes in a person's status this was a dissatisfying 

aspect of hospital care in particular. Its importance is validated by positive or satisfying features of the 

service also being specifically reported, i.e. the fact that relatives were either contacted or reassured that 

they could contact the hospital at any time (see figure 2.7). Relatives felt that the health professionals 

should be able to detect deterioration as they were seeing it on a daily basis with other patients. They also 

felt that it was the staff's duty to alert them to deterioration. 

Figure 2.7: Positive and negative critical incidents concerned with 
notifying relatives of patients close to death 

2.6 The circumstance of death 

The majority of relatives were with the person who died when they actually died (94, 61%) and all except 

one were glad to have been there. Of those who were not present 62% (36) would liked to have been 

there, and 89% (49) had seen their relative in the previous 24 hour period. 

The issue of lack of privacy and not having a room at the time of death was frequently raised as a 

dissatisfying incident. Families felt they couldn't express themselves on wards, they felt other patients 

were distressed by their dying relative and their own upset (see figure 2.8). 

Figure 2.8: Critical incidents regarding privacy at time of death 
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Staff were rated as very kind and understanding (110, 83%) or fairly kind and understanding (10,7%) to 
relatives around that time. Where the person had died in either the hospital or hospice (136), the majority 
of relatives were satisfied that this was the right location (100, 73%). The same relatives found it more 
difficult to judge how the person who died would have felt about dying in an institution. Almost half 
(67,49%) felt the person would have been satisfied with the location of death, 12% (17) could not judge 
and 53 (38%) felt that the deceased would have been dissatisfied at dying in an institution. These patterns 
are broken down for hospital deaths with and without palliative care involvement and hospice deaths and 
are illustrated in figure 2.9. 

Figure 2.9: Relative's assessment of whether they 
and the deceased were satisfied with location of death 
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For deaths in the hospital, but not hospice or home care, there is a discrepancy between how a relative 
felt and how the relative reported the deceased felt about dying in hospital in particular. The deceased 
person is likely to be dissatisfied at dying in an institution (X2 = 14.82, df = 4, P = .005). Where the patient 
died at home, (n = 19) 18 of the relatives (95%) were happy with the location and all 19 felt that the 
deceased person was satisfied to die at home. The one relative who was dissatisfied with home as a place 
of death would have preferred the hospice. 

Similar figures are reflected in relatives' assessment of the amount of choice that their loved one had over 
where they died. These figures include home as a location. In total 65% of relatives and carers felt they 
had enough choice over where the person died in contrast to 74 (48%) of the people who actually died. 
Again these figures varied with patients who died at home or at the hospice being seen to exercise more 
choice than those who died in hospital - 90% and 88% of these patients were rated as having a choice 
compared to 39% of those who died at SJH without palliative care and 51% of those who died at SJH with 
palliative care (X' 21.8, df = 3, P .0001). Both degree of satisfaction and level of choice exercised by 
the deceased and by relatives are summarised in table 2.7. 

Table 2.7: Relatives' assessment of choice of location of death and satisfaction 

with location of death for themselves and for the person who died (with preference if dissatisfied) 

Died in SJH Di,ed in SJH Died in hospice Died at home 
-NoPC -PC - PC at SJH - PC SJH 

Patient had enough choice 16 (39%) 25 (51%) 18 (90%) 15 (88%) 

Patient satisfied with location 23 (43%) 25 (42%) 19 86%) 19 (100%) 

Patient dissatisfied 21 (40%) 27 (46%) 2 (9%) -

Patient prefer home 16 (94%) 23 (92%) 2 (100%) -

Patient prefer hospice 1 (4%) - - - - - -

Career had enough choice 25 (54%) 35 (67%) 22 (100%) 19 (100%) 

Carer satisfied with location 39 (73%) 41 (70%) 20 (91%) 18 (95%) 

Carer dissatisfied with location 12 (23%) 17 (29%) 1 (4%) 1 (5%) 

Carer prefer home 9 (75%) 15 (88%) 1 (100%) -

Carer prefer hospice -

• 

2 (12%) 

• 

- - - -
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When asked if the deceased had every explicitly talked about where he or she would like to die, nineteen 
relatives said yes. Home was the stated preference for 17 patients, and one patient each preferred hospital 
and hospice. 

At some stage during the illness, 24 relatives whose loved one was dying in hospital felt it would be better 
for the person to be at home and five respondents whose loved one was dying at home felt it would be 
better for the person to be elsewhere. These concerns usually went undiscussed. 

Only three (2%) of the respondents did not see the body of their loved one after death, two of these did 
not want to see the body and one did. The majority of those who did see the body were glad that they 
did so (146, 97%). 

Many of the spontaneous critical incidents citing examples of good care referred to the time following the 
death, the treatment of the family and to the 'laying out' process. Relatives appreciated being given some 
private time with their loved ones, the gestures of flowers, candles and prayers and sympathy from the 
staff. Also appreciated was sensitivity in the face of special requirements. Some positive incidents 
referring to how the aftermath of death was handled are given below. The first four refer to deaths in the 
hospital and the final two to deaths at home. 

Figure 2.10: Positive critical incidents - after death 

• + We left the room after Daddy stopped breathing. When we came back 
but he looked lovely and clean and the bed was fresh and you could'see 
washed down. He looked peaceful. I was also impressed they didn't hurry us 
one asked us to leave and we were there a long time 

~. + They left me with him in the mortuary, with him on my own and Ihaon't OVI"O"~"" 
appreciated it. It was nice of the man to ask if I wanted to see hiRJ.ltwas~n 
touch 

• + After she died the doctor came in and she said'a prayer for Fat the en 
she shed a tear. We couldn't get over that. It meant {SJ!i)wasn't an 

• + The hospital helped through the social worker to get A to the tu . 
bag - he could have a coffin. They did everything veryweil.lt \1\J~''''·.\/P'' 

• + Glad to have been able to lay her out (at home), t6uchher, th 

... The best advice the hospice (home care) gave us afterAedlt"' .... VV.~"';."I,u 
ti!1'1e; t~ke as long as you like. Don't .even calF ... 

of these things. Theywa~11 you. The. c."C··.······¥c~ 

me first'. 

Unfortunately there were also negative incidents arising from this time immediately after death. These 
focused mainly on insensitivity or the speed at which events happened. The figure below details some of 
the negative incidents recounted, the first three refer to the hospital and the final incident to the hospice. 

Figure 2.11: Negative critical incidents - after death 

Her room had been lovely with her birthday cards and belongings. 
her when she died. When I got to the hospital the room was empty anp 
waiting for us. That shouldn't be dOl]e until the body is out of the room 

After he died everything was explained, a body bag was needed and wewere 
t~at. But on the night he died it was a Saturday and the team we were used to dealing 
weren't on. A doctor unknown to us came in and asked us to consent to an autopsy.'This 
a complete shock to us. We hadn't been told. She actually came in to the room 
brother was laid out to ask my father to sign a form, it was very badly handled 

We were left standing out in a corridor crying. There was no room for lis. There shblJld~oe 
room where you could go. And no one sympathised '.C 

I saw the body on the ward behind a curtain, there wasn't a separate room. It mu~t 
awful for the rest of the patients. I didn't mind at the time but looking back thl ro{)m·.:was. ~,~ 
silent and I was roaring and crying, you'd think there'd be a separate room 

In the hospice I was surprised, they had to prepare her body for cremation right 
thought maybe it could have been the next day rather than straig~taway. 

'--~~. 
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Summary 

Overall evaluations are that most patients had a 'good death' as perceived by relatives. Relatives of those 

who died with palliative care services were more likely to feel that the person died at 'the best time'. While 

most people were reported as being prepared for death this did not equate with knowing they would die. 

The majority of people who were reported as knowing that they would die had not been told explicitly, 

rather they had had gathered what would happen for themselves. Patients receiving palliative care were 

reported to be more likely to know that were dying but also more likely to have been told directly. 

Relatives had concerns about the way that bad news was broken - to themselves and to the person who 

died. Not all relatives wanted the person to know that they were dying and others felt it was important to 

be with them when the news was being broken. When relatives themselves did not know one half said 

they would have preferred to know. Ongoing communication issues extended to being informed of any 

change or deterioration in a person's condition this was particularly important as it meant the relative 

could say goodbye or be there at their loved one's death. Most relatives were with the person at the time 

of death, while the majority of those not there would like to have been present. The ways in which the 

aftermath of the death were dealt with at hospital, home and hospice appear particularly salient for 

relatives and were singled out for both positive and negative comments. 
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SECTION THREE 

Symptoms and symptom management 

Symptoms experienced in the last year of life 

3.1.1 Symptoms: presence and distress 

Respondents were asked about symptoms experienced at some time in the last year of their relative's life 

and these are listed in table 3.1 below. Relatives also rated the degree of distress experienced by the 

patient for each symptom and whether the symptom was present in the last week of life. 

Loss of appetite, pain, dry mouth or thirst, feeling low or miserable and experiencing trouble with 

breathing were the most ubiquitous symptoms experienced by at least 60% of the patients at some stage 

in the last twelve months of life according to relatives' reports. Pain was experienced by the vast majority 

. of patients. Where patients did experience pain this was very or fairly distressing for 88%. Loss of appetite 

was even more common, reported as present at some stage by 81% of respondents, however it was rated 

as being very or fairly distressing for fewer (41%). 

Many of the symptoms were present in the last week of life. In particular loss of appetite, difficulty 

swallowing, loss of bladder control, dry mouth or thirst, unpleasant smell and loss of bowel control were 

present in the last week of life for over 80% of those patients who had experienced the symptom at any time. 

Table 3.1: Respondents' recollection of symptoms experienced by patients at 

any time in the last year of life, in the last week of life and the associated distress 

SYMPTOM Present % of those Very Fairly 
during previous who had distressing distressing 

12 months symptom and 
haditin 

last week 

Pain 121 (80%) 73 (64%) 69 (58%) 36 (30%) 

Trouble breathing 96 (62%)* 78 (83%) 42 (47%) 21 (23%) 

Vomiting or nausea 79 (52%) 35 (48%) 52 (66%) 18 (22%) 

Sleeplessness 75 (50%) 33 (48%) 25 (35%) 27 (37%) 

Dry mouth or thirst 113 (73%) 88 (90%) 30 (28%) 36 (33%) 

Mental confusion 86 (56%) 59 (74%) 30 (36%) 14 (17%) 

Feeling low 104 (68%) 52 (65%) 56 (56%) 31 (31%) 

Anxiety 47 (31%) 20 (50%) 28 (61%) 13 (28%) 

Loss of appetite 124 (81%) 112 (92%) 24 (20%) 25 (21%) 

Difficulty swallowing 73 (48%) 67 (97%) 33 (47%) 20 (28%) 

Constipation 84 (56%)* 39 (59%) 38 (50%) 24 (31%) 

Persistent cough 59 (38%) 22 (38%) 14 (24%) 16 (27%) 

Bed sores 27 (18%) 13 (54%) 9 (35%) 6 (23%) 

Loss of bladder control 73 (48%) 65 (95%) 36 (53%) 11 (16%) 

Loss of bowel control 55 (38%)* 42 (82%) 33 (63%) 10 (19%) 

Unpleasant smell 40 (26%) 32 (82%) 14 (37%) 20 (53%) 
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The following section compares symptoms and distress across treatment groups. It is important to 

caution against definitive conclusions regarding relative qualities of clinical management since patients, 

relatives and professionals would have preferences for place of care related in part to the nature and level 

of symptoms or distress. 

The presence of, and distress associated with, symptoms did not vary across treatment groups with the 

exception of constipation (X' = 18.6, df = 3, P = .000), trouble breathing (X' = 13.23, df 3, prob = .0004) 

and loss of bowel control (X' = 7.9, df = 3, p .04). These differences are illustrated in figure 3.1. 

Figure 3.1: Presence of symptoms by palliative care involvement and place of death 
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Trouble breathing was experienced by 81% of the patients who died in Saint James's Hospital without 

palliative care and to a lesser extent by those who died in SJH with palliative care (52%), in the hospice 

(45%) or at home (57%). The presence of constipation as a symptom varied with around 50% of both 

hospital groups experiencing it but 81% of those who died at the hospice and 86% of those who died 

under home care experiencing constipation at some stage in the twelve months before death. Finally loss 

of bowel control was experienced by only 19% who died at home or were referred to home care but 

between 32% and 51% of patients who died in hospital or hospice. 

Regarding the last week of life three quarters of those suffering from constipation still had the symptom 

if they died in the care of palliative care services in the hospital or at home, compared to 33% and 43% 

respectively of those who died at the hospice or in the hospital without palliative care (X' = 7.8, df 3, 

P = .05). There were no other differences across groups in proportions of individual symptoms 

experienced .. 

3.1.2 Multiple symptoms 

Every patient had at least one symptom in the twelve months before death but the majority experienced 

multiple symptoms over that year. The median number of symptoms experienced was 8, meaning that 

half of the patients experienced eight or more symptoms. The proportions experiencing multiple 

symptoms did not differ by palliative care involvement either at the hospital, hospice or at home 

dismissing the suggestion that more severe cases were presenting to the palliative care groups. 

During the last week of life multiple symptoms were also present (median 5, range 13). The proportions 

of patients experiencing numbers of symptoms above the median score, i.e. 6 or more symptoms, was 
largest for those patients who died at home (70%), followed by palliative care patients at SJH (51%), 
patients who received no palliative care at SJH (43%) and those who died at the hospice (23%) (X' 10.8, 

df = 3, P = .017). 

The number of symptoms experienced over the last year of life and the number of symptoms experienced 

in the last week of life were divided into and high and low. High and low levels of symptoms did not relate 

to levels of satisfaction with care from hospital doctors, (X' = 1.05, df 1, P = .309; X' = .602, df 1, 

P = .435) or with over all care (X' = 2.58, df = 1, P = .108; X' = 2.29, df 1, P = .130). 
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3.1.3 Duration of symptoms 

The majority of patients experienced symptoms over a time period greater than one month (see table 3.2). 

A persistent cough, sleeplessness and anxiety were reported to be present for longer than six months for 

over half of the patients while 'short term' symptoms were bedsores and mental confusion which, if 

experienced, were usually there for less than a month. 

Table 3.2: Relatives' reports of the duration of symptoms for those experiencing them 

SYMPTOM less For between For over 

than a month 1 and 6 months 6 months 

Pain 18 (15%) 44 (36%) 59 (48%) ,. 

Trouble breathing 36 (38%) 25 (26%) 33 (35%) 

Vomiting or nausea 35 (47%) 26 (35%) 14 (19%) 

Sleeplessness 8 (11%) 25 (35%) 38 (53%) 

Dry mouth or thirst 49 (44%) 25 (22%) 37 (33%) 

Mental confusion 45 (53%) 16 (19%) 24 (28%) ** 

Feeling low 18 (18%) 34 (33%) 50 (49%) 

Anxiety I 6 (13%) 16 (35%) 24 (52%) ** 

Loss of appetite 20 (16%) 57 (46%) 47 (38%) 

Difficulty swallowing 27 (37%) 25 (34%) 21 (29%) ,. 

Constipation 19 (23%) 30 (37%) 33 (40%) ** 

Persistent cough 4 (7%) 12 (20%) 43 (73%) 

Bed sores 18 (67%) 8 (30%) 1 (3%) 

Loss of bladder control 33 (45%) 18 (25%) 22 (30%) ** 

Loss of bowel control i 23 (42%) 17 (31%) 15 (27%) ,. 

Unpleasant smell 16 (41%) 10 (26%) 13 (33%) 

**p .01. *p = .05 

The proportions of patients experiencing symptoms for longer and shorter periods of time varied by 

palliative care involvement and location of death (see table 3.2). The general trend was for symptoms to 

be present for over six months in patients without palliative care. Of those patients not receiving palliative 

care who experienced the.symptom at some stage in the last twelve months of their life, more than half 

had pain (61%), mental confusion (52%) loss of bowel control (52%), difficulty swallowing (57%)' 

constipation (79%), anxiety (65%) and loss of bladder control (56%) for over six months. 

The majority of those who died at the hospice were said to have endured pain for over 6 months 

(12, 71%). Mental confusion was a short term symptom for the majority of patients who died at home 

(12,93%). 

Home care patients were anxious for less time; 20% for over six months compared to more than six 

months of anxiety for 40%, 57% and 65% of patients who died in hospice having had palliative care at 

SJH, who died in SJH having had palliative care and who died in SJH with no palliative care respectively 

(X' = 26.3, df"" 6, p .0002). 

The duration of pain did not relate to relatives' overall evaluation of satisfaction with health services 

(X' 1.3, df. 2, p .513) or hospital (X' 1.18, df = 2, P = .55). 
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3.2 Were patients' symptoms effectively controlled? Symptom presence and control at home and in 
SJH during the twelve months prior to death 

It was shown that large proportions of the sample suffered pain, discomfort and psychological symptoms 
which were distressing to them according to reports of relatives interviewed. Four main symptoms pain, 
trouble breathing, vomiting and constipation were probed in more detail. Relatives were asked, if present, 
how had these four symptoms been controlled at home, in SJH and in the hospice during the last twelve 
months of a person's life. 

3.2.1 Symptoms at home 
During the time spent at home in the last twelve months of life, the presence of these four main 
symptoms were similar for each of the groups of patients except for constipation. Considerably fewer of 
those who died in hospital would have experienced constipation at home in the twelve months before 
they died (38% who died in SJH without palliative care and 41% who died in SJH with palliative care) than 
patients who died at the hospice (80%) or at home (86%) (X' = 21.7, df = 3, P = .0001). Most patients had 
more than one ofthe four symptoms while at home so while 25 (16%) experienced no symptoms at home 
more than half of the relatives reported that the patient had two or more of the four symptoms 
(median = 2; range = 4). 

3.2.2 Symptoms in SJH 
Some differences are evident in the pattern of symptoms present in hospital. Respondents were asked if 
each of the four symptoms were present du ring hospital stays in the year before death. The non-palliative 
care patients who died in SJH were more likely during their hospital stay to have had difficulty breathing; 
39 or 78% as compared to 9 (43%) and 6 (33%) and 33 (56%) of the palliative care patients who later died 
at home, at the hospice or in hospital respectively (X' 14.8, df = 3, p = .002). Patients who later died in 
the hospice were reported to have had constipation during their hospital stay to a greater extent than 
other patients (72% compared to between 24% and 37% for others; X' 12.56, df 3, P .005 (See figure 3.2). 

Figure 3.2: Symptoms experienced during hospital stay in the last twelve months 
of life by palliative care involvement and eventual location of death 
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Most patients were reported to experience more than one symptom while at hospital (median = 2; 
range = 4). 

3.2.3 Symptom control 
Table 3.3 below shows that most relatives felt that symptoms were effectively controlled such that pain 
was relieved 'completely all of the time' or 'completely some of the time' and the other symptoms were 
relieved 'a lot' or 'some'. The exception to this is pain control from a general practitioner at home where 
only 41% of those suffering pain at home during their final twelve months received complete relief. The 
larger proportion of those suffering pain at home received only partial relief or no relief from general 
practitioner treatment (42, 59%) . Relief of breathing difficulty and vomiting symptoms and relatives' 
perceptions that the general practitioner tried enough to relieve them were constant and similar for all 
groups including the group who died at home (X' = 1.6, df = 3, P = .63, X' = 2, df = 3, p 5). 
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Table 3.3: Summary of symptom control at home from general practitioner, at hospital and at hospice 

By GP at At hospital in At hospice in 
home in the the last twelve the last twelve 
last twelve months of life months of life 

months of life 

PAIN 

relieved completely 
all or some of the time 29 (41%) 73 (71%) 13 (76%) 

tried enough to relieve 59 (85%) 92 (87%) 17 (100%) 

TROUBLE BREATHING 

relieved a lot or some 36 (88%) 62 (87%) 7 (87%) 

tried enough to relieve 39 (89%) 66 (90%) 8 (100%) 

VOMITING 

relieved a lot or some 18 (75%) 33 (92%) 2 (100%) 

tried enough to relieve 26 (96910) 34 (94%) 2 (100%) 

CONSTIPATION 

relieved a lot or some 32 (74%) 31 (86%) I 4 (100%) 

tried enough to relieve 40 (93%) 35 (100%) 4 (100%) 

Pain control and treatment of constipation showed different trends; 75% of patients who later died at 

home had complete pain relief and 100% a lot or some relief from constipation through their general 

practitioner's treatment (X2 8.3; df 3, P .039). Those who later died in hospice and hospital with and 

without palliative care had less pain relief from the general practitioner while experiencing pain at home 

(45%, 28% and 35% respectively) and less constipation relief (75%, 50% and 80% respectively) (X2 = 7.94, 

df = 3, P = .047). Questions about treatment were only asked once symptoms were experienced at home. 

In relation to control of symptoms in hospital the proportions reporting that symptoms were controlled 

were similar for each of the study groups, including those not served by palliative care. Small numbers 

attended hospice during their last year of life and the number experiencing the four highlighted 

symptoms were correspondingly small and are provided here for descriptive purposes. 

Pain relief was dichotomised into 'relieved completely all the time/completely some of the time' and 

'partially relieved/not at all relieved'. The relief of other symptoms were dichotomised into 'relieved a lot! 

some' and 'relieved a little or not at all'. The effectiveness of symptom control was then examined for 

evidence of an effect on relatives' overall rating of health services, rating of hospital doctors and rating 

of general practitioner care. 

The effectiveness of symptom control related to only relatives' assessment of general practitioner care 

during the last twelve months of life with 61% of those who felt that pain was completely relieved rating 

the care of the GP as excellent (X2 = 7.5, df = 1, P = .006). While the above section outlined the group 
perceptions of symptom control, some individual critical incidents also referred to relatives' feelings 

about how symptoms were controlled. The fact that these types of incident were brought up 

spontaneously as exemplars of satisfying and dissatisfying features of care shows the importance of 

symptom control to individual relatives. The detail given in some of the incidents is an indication of their 

importance to the relative. In some incidents there are implications for the relative'S grief particularly 

where the relative was reluctantly in control of pain relief and where the relatives felt a person died in 

pain. Most of the incidents are concerned with the relief of pain and many of them focus on the person's 

last hours. While most are concerned with hospital, home deaths are also represented. The delay in 

treating pain is incomprehensible to some relatives. There is a clear consensus through these experiences 
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that people should not suffer pain. However, the perceived effect of pain-controlling medication (e.g., loss 

of consciousness, premature death) was also a problem for some relatives. The perception of the 

palliative care role comes across as both positive and negative in the following statements (see figure 3.3 

and 3.4). 

Figure 3.3: Critical incidents about experiences with symptom control 

It was 11. rn when I went over. When she saw me she thought something was wrong. She 
STs at midnight. She had a very hard night. At 3 they gave her an injection to 

help her sleep but she was making noises, was disturbed. She woke up and asked for the 
window to be opened. At 8 she woke and she was in pain, that was time for her two 10mg of 
morphine. She took those but they didn't seem to relieve her pain. I was gently massaging 
her stomach to try and relieve the pain. She was in agony, I found a nurse and told her, I asked 
could she have Sevradol. There weren't any so she went to get some. We felt someone should 
have beenCtt:lcere to give her an injection earlier to ease the pain. We were told initially that no 
one should 'have pain in SJH. She died before the nurse came back. You need to catch the 
pain with drugs before the pain actually happens. She needed to get her pain controlled. 

He (doctor) then prescribed the morphine without seeing her. Two hours later she was getting 
more distressed. I got the nurse and told her the morphine was making her worse. The nurse 
wen~ in to gheck and found the morphine hadn't been going into her - she was rapidly 
deterioratiflg.and no ease. The staff nurse phoned the doctor who said to put in a new tube 
and doub!~'Jhe dose this was around 3.30. The new dose didn't ease her gasping, her 
breathing, her frightened eyes, it was a horror. The nurse looked in a few times. We asked her 
would she change M's nappy. They turned her and said she wasn't wet. They turned her again 
after a while when she wasn't comfortable ..... She was like that until 11 the next morning and 
never saw a doctor. He came outside the room and prescribed. It was very upsetting and we 
were all very distressed. No one asked for care but we assumed they'd eventually come. It 

It:! 

coloureda'lVbf her care. It was a bank holiday but that doesn't make a difference when it's 
your mother. 

(At home) I felt I was being the nurse and I couldn't be the son. I didn't know what to expect 
from the nurses. On the day she died I took advice over the phone and that was distressing. 
It shouldn't have happened. It was about medication. I knew she was in pain and had difficulty 
breathing. The family was there. I had the instructions about the suppository morphine and 

/ 

the diazepam. In extreme distress she was meant to get one. I was reluctant to give it to her. 
I took the information about the medication over the phon·e. I regretted having to do that 
really. The nurse did come 45 minutes later. I would have preferred if a professional person 
or a nurse was there. The anxiety I was having was should I give one before the other, in the 
end I gave both. 

E was in a lot of pain but they couldn't give him the proper painkillers until they tried three 
before. Andf:they wouldn't work. Watching them screaming in pain is something else. The 
pain control should be looked after straight away. When the hospice was brought in they 
sorted it out but that was only the week before he died . 

• + The June bank holiday they tried him on a special wheelchair but he wasn't comfortable in it. 
That Friday night he was in a lot of pain, by morning his pain was completely out of control. 
Prof. was there and the man from the hospice was there. They worked together on the pain 
control fora long time. By one o'clock they had him calmed down. It was marvellous and 
reassuring. There were three doctors trying to control the pain. D himself should have asked 
for painkillers earlier . 

• + The nurse that was on was very good. She arranged for my mother to be transferred into a 
room on her own. She didn't expect her to last the night. She said call me and I can increase 
the dose of morphine if necessary. As soon as it was felt she might be in distress. 

The palljative~~are people asked us what were our priorities and we said no pain. They were 
a God send .. "c"Fh"ey put him on patches and changed a lot of his tablets, Glad they were there. 
They could up the patch every so often if he had a lot of break through. We had thought pain 
went with the territory. We couldn't get over the way they worked. 
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Figure 3.4: Critical incidents concerned with the effects of symptom control 

Summary 

Patients were reported to have multiple symptoms through the twelve months before death and the 

majority experienced these as very or fairly distressing. If a person experienced a symptom at any time 

during that year they were likely to also experience it into the last week of life. Trouble breathing was 

more likely to a be problem for non palliative care patients at SJH while constipation was more likely to 

occur in patients who later died at home or in the hospice. Non palliative care patients endured symptoms 

such as loss of bladder and bowel control, anxiety and mental confusion for longer than most palliative 

care patients but those who died in the hospice were more likely to have had pain for over 6 months. 

During the last twelve months of their lives the majority of patients experienced symptoms both at home 

and while an in-patient at SJH. Only 41% of relatives felt that patients' pain was relieved completely all 

or some of the time by a general practitioner while at home. Three quarters of the relatives felt that pain 

was relieved to this extent at the SJH - but 25% said pain was relieved only partially or not all. Between 

86 and 92% of relatives felt other major symptoms such as trouble breathing, vomiting and constipation 
were relieved in SJH. 

While perceived effectiveness of symptom control did not statistically relate to ratings of overall 

satisfaction with health care or overall rating of doctors' care at SJH the qualitative data showed how 

symptom control can strongly relatives' positive and negative evaluations. There is evidence that there 

remains a perceived conflict between pain control and quality of life for patients in these final days oftheir 

lives. 
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SECTION FOUR 

Profile of dependence, health service use, choice and communication in the 
last twelve months of life 

4.1 Dependency during time spent at home in the last year of life 

While all patients spent some time in hospital, hospice or nursing homes over the last year of their lives, 

most time was spent at home. The degree of dependence and independence of people during that time 

was assessed by asking relatives about help needed with each of seven activities of daily living. Table 4.1 

shows the proportion of people who needed help and whether that help was needed for less than six 

months or more than 6 months. Help cutting toe nails and help with bathing was needed by over half of 

the groups. Help with toe nails was most likely to be long term (67% of those who needed help had 

needed it for over six months). 

Table 4.1: Percentages of patients who needed help with activities of daily living while at home during 

the last twelve months of their life, and the length of time for which help was needed 

Needed help ..... % of total < 6 months Over 6 months 

getting in and out of bath 79 (56%) 42 (53%) 35 (44%) 

dressing and undressin 63 (43%) 37 (58%) 25 (40%) 

going to the toilet 60 (41%) 48 (81%) 11 (19%) 

washing and shaving 64 (44%) 37 (59%) 23 (36%) 

cutting toe nails 84 (59%) 26 (32%) 55 (67%) 

making a hot drink 64 (44%) 42 (67%) 20 (32%) 

getting through the night 52 (36%) 37 (73%) 11 (23%) 

A composite index of dependency was constructed. A score of 0 meant no activities could be conducted 

independently (23, 17%) while a score of seven meant all seven activities could be conducted 

independently (39, 29%). The overall median score was four i.e., over half of the sample could manage 

up to four activities on their own but needed help with at least three. The groups were split by the median 

into high dependency and low dependency and the scores for those patients who did and did not receive 

palliative care are given in table 4.2. Those who died at home needed more help with more activities than 

those who died at hospital or at the hospice (X' = 8.2, df = 3, P .041). 

Table 4.2: Percentages of patients requiring greater amounts of help (higher dependency) 

or lesser amounts of help (lower dependency) 

SJH - SJH - Hospice - Home-
No PC PC PC at SJH PC at SJH 

Hiaher deoendencv 20 (48%) 25 (47%) 12/60%) 15183%) 

Lower dependency 22 (52%) 28 (53%) 8 (40%) 3 (17%) 

4.2 Use of health services in the last year of life 

The health services used by patients during the last twelve months of life are detailed in tables 4.3 and 

4.4 below. Almost 60% of the sample received help from a nurse at home. Where nursing help was 

received it was most likely to come from a public health nurse (58%). A further 25% received help from 

both a public health nurse and a home care nurse from the hospice with 5% receiving help from a public 
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health and other type of nurse. Eight patients or 9% of the sample received help from a specialist home 

care nurse only. All of the patients who died at home received help from a nurse at home compared to 

15 (68%) of those who died at hospice, 28 (50%) who died in SJH through palliative care and 48% who 

died in SJH without palliative care input (X' = 19.6, df = 3, prob = < .000). 

Almost one third of the sample received 5 nurse visits or less during the year while a further 27% received 

between 20 and 99 visits. 

The majority of patients were registered with a GP and had had at least one consultation with their 

general practitioner in the twelve months prior to death with over 50% having between 5 and 19 

consultations. The number of general practitioner consultations did not vary across palliative care, no 

palliative care, hospice and home care patients. 

Table 4.3: Home visits from and to nurses and general practitioners in the last year of life 

N patients % 

Help from a 86 59 

Public health nurse only 49 58 

Public health nurse and home care nurse 21 25 

Home care nurse only 8 9 

Public health nurse and other 4 5 

Other nurse 3 3 

5 visits or less 26 31 

6 to 19 visits 22 25 

20 to 99 visits 23 27 

100 to 199 visits 10 12 

Over 200 visits 2 

Unknown 4 4 

General 149 96 

No consultations 6 4 

One consultation 10 7 

2-4 consultations 29 20 

5-9 consultations 41 28 

10 to 19 consultations 39 26 

20 and over 22 15 

Nursing homes or old people's homes were used by 12 (8%) of the sample, u:::ually for a short period of 

between 1 week and month. Four (31%) of these were long term residents in nursing homes. 

Given the sampling procedure for this study, all patients were hospital in-patients at some stage during the 

twelve months prior to death. Most had been in-patients in one hospital only (122, 80%), with 24 or 15% 

having been in patients at two hospitals and seven (5%) at three or more hospitals. The largest proportion 

(40%) had a hospital length of stay of over one month but less than 3 months. Almost three quarters of 

the sample had a history of hospital out-patient appointments in the year before death (See table 4.4). 

Hospice in-patient stays were recorded for 24 people (16%). The largest proportion of patients had a 

length of stay in hospice of between one week and one month. 

27 



Table 4.4: Use of institution based services in the last year of life and 

length of stay in nursing home hospital and hospice settings 

N patients 

Nursing Home stay 12 

1 week < 1 month 7 

3 months < 6 months 1 

1 year plus 4 

~ 153 

Less than 3 nights 3 

3 nights < 1 week 4 

1 week < 1 month 44 

1 month < 3 months 62 

3 months < 6 months 25 

6 months < 1 year 11 

Over a year 3 

% 

8 

54 

8 

31 

99 

2 

3 

29 

40 

16 

7 

2 

Hospital out-patients visits 113 I 73 

1-4 appointments 53 46 

i 
5-9 appointments 24 21 

10-19 appointments 18 16 

20+ appointments 18 16 

Hospice in-patient stay 24 16 

Less than 3 nights 3 12 

3 nights < 1 week 1 4 

1 week < 1 month 11 44 

1 month < 3 months 8 32 

3 months < 6 months 1 4 

Unknown 1 4 

4.3 Treatment availability, unnecessary treatment and choices regarding treatment 

I 

In the twelve months before death patients made use of a wide range of heath services as identified 

above. These will be explored in more detail. 

In total 112 or 73% of the patients were public patients of the health service and the remainder (41, 27%) 

were private or semi-private patients. While the majority of relatives were happy that their relative had 

been given all the relevant treatment and had not received unnecessary treatments almost 1:1 third felt the 

opposite (see table 4.5). This pattern is evident whether or not palliative care services were involved in a 

patient's treatment. 
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Yes 

No 

Table 4.5: Relatives' views on the availability of treatment, unnecessary treatment 

and choice regarding treatment 

All necessary treatment Patient had Patient had as 
was given unnecessary treatment much choice about 

treatment as wanted* 

100 (68%) 44 (30%) 94 (63%) 

47 (32%) 104 (70%) 54 (36%) 

* Couldn't choose responses (n 12) were excluded 

Treatments deemed as necessary but not received by the patient in the last year of life were varied. The 
most commonly cited treatment need not being met was symptom control. Respondents referred to 
adequate symptom control but also to giving treatments on time, for example one woman said the 
following: 

"Just before mother died she was given an injection to help her breathing. But it was such a brilliant 
injection, why didn't they give it to her earlier?" 

Although asked about treatment, the second area of unmet need had to do with tests, investigations and 
diagnosis. In particular relatives felt more and earlier investigations should have been conducted. 
Relatives also identified a need for counselling and general listening support for patients, for general care 
and sensitivity, for physiotherapy and radiotherapy. 

Unnecessary treatments, procedures and operations named by relatives were also varied. Some felt 
operations or treatments such as chemo-therapy and radiotherapy had been unnecessary. Medications 
were seen as having unnecessary side-effects of hallucinations or altering moods. Tests and procedures 
of various kinds were mentioned most often as causing the patient unnecessary pain or discomfort, for 
example lumbar punctures, endoscopies, rectal examinations, colonoscopies and X-rays. 

Choice about treatment (and other care issues) is a central tenet of palliative care. As shown in table 4.5 
above, 35% of relatives felt that their relative did not have enough choice about treatment. The perception 
that choice about treatment was available varies according to whether or not palliative care services were 
involved and the location of death. This difference is illustrated in figure 4.1 and is statistically significant 
(X' = 18.73, df 3, P = .003). Only 41% of relatives whose loved one died at SJH without palliative care 
felt that the patient had choice over treatment compared to 74% of those whose relative did receive 
palliative care and later died at SJH. 

Figure 4.1: Relatives who felt patient had choice regarding 
treatment by palliative care involvement and location of death 
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Choice regarding treatment, unmet need for treatment and unnecessary treatment provIsion were 
combined into one variable; 39% (54) of those questioned had felt enough choice and access to treatment 

was available to their loved one, the remainder had trouble with one (22%), two (33%) or all (9, 6%) 
aspects of choice. This pattern was tested for similarities across three routes of treatment died in SJH 
without PC, died in SJH with PC and died elsewhere having received PC at SJH. Similar judgements on 
choices available were made for each group (X' 3.57, df '" 6, P '" .073). In all, 60% of relatives reported 
that optimum treatments or choice of treatments were not available for their loved one. 

4.4 Information through the course of patient's illness 
Through the course of the person's final illness, 104 relatives (67%) felt that they could get enough 
information. However if asked if there was 'anything you would have liked explained to you in more 

detail', 29 people (28%) answered in the affirmative and 11 people (15%) were not able to find things out 
as soon as they wanted. Over half of those questioned (91) felt they needed more information. Gaps in 
information were varied and in most cases multiple. 

Hospital doctors were rated as being most informative by over half of those interviewed (79, 52%). 
General practitioners and hospital nurses were most informative for 9% (14) and 8% (13) of respondents 
respectively. The fourth largest choice of response was 'no one' with ten people feeling that none of the 
people they had talked to had been informative (see table 4.6). Those who were ranked most helpful or 
supportive were more widely dispersed but again hospital staff rank highly. As with information, a small 
number of respondents said that no one was supportive (16. 10%). 

Table 4.6: Most informative and most supportive people during the illness 
~, 

) Most inf9rin~,i,!e Nand % Most helpful or supportive Nand % 
~G 

Hospital doctor 79 (52%) Hospital doctor 27 (18%) 

General practitioner 14 (9%) Hospital sister/nurse 25 (16%) 

Hospital sister/nurse 13 (8%) Friend/relative 23 (15%) 

No one 10 (6%) General practitioner 16 (10%) 

Hospice staff 7 (5%) No one 16 (10%) 

Home care nurse 6 (4%) Hospice staff 11 (7%) 

Friend/relative 4 (3%) All/everyone 8 (5%) 

Palliative care staff 3 (2%) Home care nurse 5 (3%) 

Myself/reading 3 (2%) Palliative care staff 5 (3%) 

Other 13 (9%) Other 16 (12%) 

When rating communication at SJH 65% of relatives felt that they were kept in touch by the hospital staff 
but 53 (34%) actively felt that they were not kept in touch. Both positive and negative comments were 
made about being kept in touch by the hospital, some of those who said they were kept in touch often 

qualified this by statements like the following: 

'because we asked we were informed' 'I made it my business to ask questions' 'I kept myself in touch'. 

When asked to rate communication between' hospital staff and relatives, an excellent or good rating was 
made by 99 (64%) of relatives. Eighteen per cent felt that communication was fair and 16% rated it as poor. 
Poor communication was explained as difficulty in obtaining information. One relative described herself 
as 'chasing', another as 'always asking questions': 

'Difficult to get hold of. No info. volunteered, had to be extracted. Never approach, you had to fit around 
their schedule, whenever that would be. Had to take days off work' 

Information and communication issues were the subject of many of the critical incidents of care - these 
are described in more detail in Section Eight and in Appendices three and four. 
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SECTION FIVE 

The process of care at home 

5.1 Informal care 

The majority of patients needed help with at least one activity of daily living while at home in the last year 

of life (110,71%). Where help was required this was given by the respondent in most cases and/or by 

other relatives (see figure 5.1). The number of people involved in helping with care ranged from one to 

11 with over half of patients receiving help from at least three others. The main responsibility for care was 

borne by the respondent for 68 (69%) of the 90 people who required help and a further 9 (10%) of 

respondents shared the main brunt or main part of care with one other person. Others who took 

responsibility for caring were other relatives (14, 15%) or state provided home help, privately paid help 

or nursing home staff (5, 5%). 

Figure 5.1: Respondent views of who took most responsibility 

for caring for the patient while s/he was at home in the twelve months before death 

Who took responsibility for provision of 
care? 

IJ Respondent 

IiI Relatives 

• Respondent and other 

C External help 

Of the 90 people whose relative needed help (other than with cutting toe nails) while at home, 43 % (39) 

of these said they could have done with more help, 76% had had equipment ordered to help in the caring 

and 28 (32% ofthose providing care) felt some or more equipment was needed to help in the caring. Help 

was required with a number of activities, ranging from general care through to specific help with bathing, 

help at night, help with medicine, providing company and support. The equipment needed included 

bathroom aids and extensions, lifting aids, wheel-chairs and commodes. 

The degree of restriction associated with caring is shown in table 5.1 below and was rated as either 

severely restricting or fairly restricting for 60% of carers. The carer's ability to care was impeded or 

affected by the carer's own health problems for 27 (31%) of those providing care. 

Table 5.1: Carer burden, restriction of activities and perception of the caring role 

Carer n % Looking after the n % 
activities were ...... person was more .... 

Severely restricted 26 31 Rewarding 52 60 

Fairly restricted 26 31 A burden 5 6 

A little restricted 19 22 Equally balanced 21 24 

Not at all restricted 14 16 Neither 8 9 
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Carer burden was also assessed in terms of the psychological construction of the caring role as a burden, 
rewarding, or equally balanced (see table 5.1). The majority of carers found looking after their relative 
rewarding and almost a quarter found it equally balanced between being rewarding and a burden. Eight 
people said the experience was neither a burden nor rewarding but more 'a pattern of my life' or what a 
person does for family. 

Only six carers (7%) got in touch with groups set up to help people coping with disability or illness. The 
groups named were the Irish Cancer Society (2), MS Society, a British support group for a rare illness, AI
Anon, and Care for the Elderly. 

Financial costs because of the illness and care required were reported by 31 (21%) of the carers. Costs 
ranged from medication (drugs) to support items such as a special bed, pillows, ramp for the house and 
bathroom renovations through to maintenance costs such as heating, travelling costs. 

5.2 Care from a nurse at home 
As discussed earlier 86 people (59%) received help from a nurse at home during the last twelve months 
of life. Of the remaining 57 relatives, 15 (26%) felt that their loved one should have been receiving help 
from a nurse. Some patients (25, 30%) received help from more than one type of nurse. The information 
which follows was collected about the type of nurse the relative judged to have helped most. The two 
main types of nurse represented are public health or district nurses (59, 69%) and home care nurses (21, 
25%). Where differences were evident between the two main types of nurse these will be reported. 

Over one third of the patients had been receiving help from a nurse for over a year while (18, 21%) 
received help for less than a month. The frequency of nurse visits varied so that only a small proportion 
ever had help more than once a day (4, 5%), 19% (16) once a day and (42, 55%) had help one or more 
times a week. As would be expected both the duration of nurse help and frequency of visits varied by the 
type of nurse (public health or home care) and by palliative care involvement and location of death. In 
general the public health nurse was likely to be involved for a longer period of time (48% received help 
for over a year) than a hospice/home care nurse (47% received help for between 1 week and three months, 
X' = 18.92, df 5, p .002). Hospice nurses visited more often, 58% of those receiving home care help 
had it every day or two to six times a week as opposed to 34% of those receiving public health nursecare. 

Table 5.2 illustrates the patterns of nurse help at home - over half of the patients who later died in hospital 
had been receiving nurse help for over a year; those who later died in hospice or at home were more likely 
to have received help from a nurse for three months or less (X' = 31.94, df 15, P .006). People who died 
in hospital however were more likely to have had less frequent visits; over 40% of the people who later 
died at home or at the hospice had had nurse visits every day compared to 9% and 7% of those who died 
in hospital (X' = 25.94, df 9, p < .002). 

Table 5.2: Duration and frequency of nurse visits during last twelve months 

of life by location of death and palliative care involvement 

I For how long SJH- SJH- Hospice - Home-
had nurse been visiting? No PC PC PC at SJH PC at SJH 

Less than a month 1 (4%) 5 (18%) 4 (27%) 3 (38%) 

1 month < 3 months 2 (9%) 3 (11%) 5 (33%) 6 (29%) 

3 months < 6 months 2 (9%) 2 ( 7%) 2 (13%) 3 (14%) 

6 months < 1 year 5 (23%) 4 (15%) 2 (13%) 0 

1 year plus 12 (54%) 14 (50%) 2 (13%) 4 (19%) 

Frequency of nurse visits 

Every day 2 ( 9%) 2 (07%) 6 (40%) 10 (48%) 

2-6 times a week 5 (24%) 10 (37%) 2 (13%) 6 (29%) 

Once a week 7 (33%) 3 (11%) 4 (27%) 5 (24%) 

Monthly or less often 7 (33%) 12 (44%) 3 (20%) 0 
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Nurses appeared very busy or busy to 55 (69%) of relatives and not particularly busy to 24 (30%). When 
they came to the patient's home nurses generally were rated as having enough time (68, 85%) with only 

12 people (15%) feeling that the nurses seemed hurried. In terms of their division of labour, 64% (50) of 
relatives felt that nurses mainly spent time talking and 36% (28) felt they mainly spent time on practical 

tasks during their home visits. This did not vary according to the type of nurse. The majority of relatives 

felt that the nurses coming into the home offered a lot or some reassurance and support (72, 91%). 

One third of those questioned would have preferred to have nursing help more often (28, 32%). Only 
seven asked for more help, five were refused. Help from a nurse during the night was received by nine of 

the patients (10%) but 22 (29%) relatives felt they needed help at night. The nurse contacted other services 
on a patient's behalf in 45% of cases (36). In most cases the nurse contacted someone to get equipment 

such as wheel chair, walking aid, mattress (10, 26%). The general practitioner was frequently the person 
contacted by the nurse. 

Overall help at home from a nurse was rated as excellent or good by three quarters of those questioned 

with 16 people (19%) rating nurse care as fair or poor (See table 5.3). All types of nurses were rated 

similarly and rating of nurse help at home did not vary by palliative care involvement. 

Table 5.3: Ratings of help received from nurses at home in the year before death 

Excellent Good 

Various aspects of care 52 (62%) 16 (19%) 
from the nurse at home 

'Excellent' and 'good' ratings were explained by a number of factors: 

• caring for both patient and family 

Fair Poor 

12 (14%) 4(5%) 

"She would call in on her time off, she gave him the impression that he was the most important person 
on her books" 
"You'd look forward to them coming. When you care for somebody at home you can feel isolated, they'd 

talk to you and explain ". 

• confidence that a service was there when needed 
"Even though we didn't need her that much you got the impression she was efficient and would have 
been there if you needed her" 

• explaining medication and treatment 
"help with medication" 
"explained about the tablets, wrote it out and made us feel confident". 

Main reasons given for a 'fair' or 'poor' rating are categorised as follows: 

• too few visits/lack of care 
"She only came once, just left nappies, didn't help in any way". 

• interpersonal attitude 
"A nurse looking after elderly people should be trained to speak to them; they need to have a gift. The 
personality is important. My mother didn't take to the nurse because her attitude was wrong. Should help 
patients hold onto their dignity. " 

Nurse palliative care attitude 
The way in which the nurse treated the patient and family was assessed using the palliative care scale 

outlined in table 5.4. It shows a very positive attitude, in particular relatives felt the nurse treated their 
loved one with respect (98%) and spoke to them sensitively (95%). 

33 



Table 5.4: The nurse's palliative care attitude 

Strongly Agree Disagree Strongly Neither 
agree agree 

The nurses treated person 50 (62%) 21 (26%) 7 (9%) 1 (1%) 1 (1%) 
as a whole person, not 
just a sick person or patient 

The nurses spoke to the 51 (64%) 25 (31%) 2 (2%) 1 (1%) 1 (1%) 
patient sensitively 

Family and friends were 51 (64%) 24 (30%) 0 1 (1%) 4 (5%) 
treated well by the nurses 

The nurses gave enough 33 (45%) 25 (34%) 4 (5%) 4 (5%) 8 (11%) 
information about treatment 

The nurses treated the 61 (76%) 18 (22%) 0 0 1 (1%) 
patient with respect 

The nurses made sure that 41 (54%) 16 (21%) 5 (7%) 1 (1%) 13 (17%) 
the patient could choose 
what was right for him/her 

5.3 General practitioner care 
The majority of those who died were registered with a general practitioner (GP) (149,96%) and only six 

patients had had no consultation with their GP in the twelve months prior to death. The extent to which 

GP managed pain at home during the patient's final year is outlined in Section Three. 

Half of the respondents (73) had the same GP as the person who died and all but eight stili had the same 

doctor at the time of the study. Three people had changed GPs because they were unhappy with aspects 

of the care given to their relative. In one case the doctor had retired, one relative changed to a female 

doctor and the others made no comment on why they no longer had the same doctor. The majority of the 

GPs were male (130,88%). Table 5.5 profiles the patients' GP contacts in the last year of life. 

The patterns of GP consultations are similar across all groups and this is borne out statistically. In other 

words patients had a similar number of GP consultations, home visits and night visits whether they died 

in hospital (with or without palliative care) at hospice or at home (X' = 16.86, df = 15, P .327; X' = 20.2, 

df = 15, P = .16; X' = 6.26, df 15, P = .9). Four patients (3%) saw a GP within 24 hours of death and all of 

these had died at home. Larger proportions of patients who died at home were likely to have seen their 

GP in the week before they died (14,72%, X' = 77.12, df = 27, P < .000). 
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No. of 
consultations 

None 

One 

2-4 

5-9 

10-19 

Over 20 

1\10. of 
home visits 

None 

One 

2-4 

5-9 

10-19 

Over 20 

If home visits no. 
of night visits 

None at all 

One 

2-4 

5-9 

10-19 

Over 20 

Table 5.5: Number of consultations, home visits and night 

visits from general practitioners in the year before death 

Died at S.IH Died at SJH Died at Hospice 
No Palliative Care Palliative Care Palliative Care 

3 (6%) 1 (2%) 2 (9%) 

2 (4%) 7 (13%) 0 

10 (20%) 8 (14%) 7 (32%) 

18 (37%) 15 (27%) 3 (14%) 

12 (24%) 15 (27%) 6 (27%) 

4 (8%) 9 (16%) 4 (18%) 

15 (33%) 15 (28%) 4 (20%) 

2 (4%) 8 (15%) 1 (5%) 

16 (34%) 15 (28%) 7 (35%) 

5 (11%) 10 (18%) 4 (20%) 

5 (11%) 1 (2%) 2 (10%) 

3 (6%) 5 (9%) 2 (10%) 

35 (76%) 37 (70%) 16 (80%) 

3 (6%) 8 (15%) 1 (5%) 

6 (13%) 7 (13%) 3 (14%) 

1 (2%) 1 (2%) 0 

0 0 0 

1 (2%) 0 0 

Died at Home 
No Palliative Care 

0 

1 (5%) 

4 (19%) 

5 (24%) 

6 (27%) 

5 (24%) 

0 

3 (14%) 

7 (33%) 

6 (28%) 

4 (19%) 

1 (5%) 

14 (67%) 

3 (14%) 

4 (19%) 

0 

0 

0 

Relatives generally felt that GPs were willing to do home visits (104, 72%) although 18% (26) felt they were 

rather reluctant. More home visits would have been welcomed by 21% of those questioned (29) and more 

night visits by 10% (15). Of those who would have welcomed more visits seven asked for more home 

visits and four asked for night visits. GPs were viewed as being 'very busy' by 42% (57) of relatives, as 

busy by a further 41% (55) and not particularly 'busy' by 23 (17%) relatives. 

General practitioners are portrayed in a positive light by the majority of relatives - they were seen as 

being easy to talk to (106, 81%), generally having time to discuss things (97, 74%) and being very or fairly 

understanding (although between 20% and 25% of relatives hold the opposite view). This generally 

positive profile is illustrated in figure 5.1. 
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The GP contacted other servicee for 86 patients or in 58% of cases. While the service contacted was 

usually the hospital only (45, 50%). other services listed were the public health nurse (8, 9%) the hospice 

(8, 9%); and both the hospital and hospice (5, 6%). GPs also facilitated grant queries or medical card 

queries (3, 4%). 

Relatives rated the care that patients received from their general practitioners during the last twelve 

months of life (see table 5.6). The majority (74%) rated care as excellent or good with 34 people (24%) 

rating care as fair or poor. There was no difference in rating between relatives whose loved one had 

received palliative care and those who had not. 

Table 5.6: Relatives' rating of general practitioner care in the twelve months before death 

Excellent Good Fair Poor 

Various aspects of 61 (45%) 39 (29%) 16 (12%) 18 (13%) 
care from the general 
practitioner 

Relatives explained their 'Excellent' and 'good' ratings and these were categorised into the following 

factors: 

• Frequent visits/accessibility 

"He would call in even when not asked" 

"I always felt I could phone him" 

"gave his phone number for Christmas day, he was very good" 

• Speed of diagnosis/ thorough investigation 

"Pushed for tests and more tests when he wasn't happy with the results" 

"He made the diagnosis straight away" 

• Caring attitude - patient and family 

"sent for me to talk, had a chat and spent time, and he had a good relationship with M" 
"GP listened to him, he got to like her and she would laugh with him" 

Ratings of 'fair' and poor' were more likely to be explained by the following: 

• Slow to diagnose 
"Didn't diagnose the problem soon enough" 

"Should have taken it more seriously" 

"Didn't follow up a serious illness as intensively as it should have been" 
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• Inappropriate attitude 

"Treated her like a child in one case and didn't believe her pain in the other" 
"You're 78 what do you expect? was the attitude" 

"He was more talking to us, not looking at her at all. " 

The ways in which GPs approached patient and family care, and their consistency with a palliative care 

approach (centring on sensitivity, respect and choice) were assessed using a five item scale (See table 

5.7). In particular, relatives felt that GPs treated patient with respect (125, 91%) and spoke to them 

sensitively (107, 83%). 

Table 5.7: General practitioner palliative care attitude assessed by relatives 

Strongly Agree Neither Disagree Strongly 
Agree agree nor Disagree 

disagree 

General practitioner treated 60 (45%) 35 (26%) 7 (5%) 18 (14%) 12 (9%) 
person as a whole person, 
not just a sick person or patient 

General practitioner spoke 59 (46%) 48 (37%) 7 (5%) 11 (8%) 4 (3%) 
to the patient sensitively 

Family and friends were 63 (50%) 34 (27%) 13 (10%) 9 (7%) 7 (5%) 
treated well by general 
practitioner 

General practitioner gave 44 (36%) 37 (30%) 15 (12%) 16 (13%) 11 (9%) 
enough information 
about treatment 

General practitioner treated 75 (57%) 45 (34%) 2 (1%) 4 (3%) 5 (4%) 
the patient with respect 

General practitioner made 44 (35%) 32 (25%) 30 (24%) 13 (10%) 8 (6%) 
sure that the patient could 
choose what was 
right for him/her 

I 

The profiles of GPs and GP care did not show any significant trends according to palliative care 
involvement and location of death. 
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SECTION SIX 

The process of care; hospital, palliative care service and hospice 

6.1.1 Hospital care 

The study design centred around hospital deaths and a hospital based palliative care service which liaises 
with other services - with hospital staff, hospice, general practitioner and home care services. Conse~ 
quently, substantial information was obtained on hospital services in the final twelve months of life for 
these patients and their relatives. Symptom control at the hospital and hospice has already been reported 

on. 

The majority (122,80%) of the patients had been in-patients only in SJH during the last twelve months of 

life. As was shown earlier, 40% of patients spent between one and three months as in-patients and almost 

30% were in-patients for between one week and one month. The median number of admissions to SJH 

over the twelve months before death was 2, with a range of 1~ 10. According to relatives the most usual 

reason for the final admission to hospital was to relieve symptoms (57, 38%). Many relatives however 
reported 'to try and cure the illness' as a reason for final admission to hospital (28, 19%). Table 6.1 below 
shows the reasons for final admission for each of the study groups - including the two groups who died 

in SJH (X' 25.06, df = 15, P = .049). 

I 

i 

I 

Table 6.1: Reason for final admission to hospital 

Reason for final Died in Died in i Died in Hospice _ Died in Home -
admission to S.IH SJH -No PC SJH - PC PC at SJH PC at SJH 

To relieve symptoms 15 (28%) 22 (39%) 12 (54%) 8 (44%) 

To find out what was wrong 12 (23%) 13 (23%) 4 (18%) 8 (44%) 

To try and cure his/her iIIne 16 (30%) 9 (16%) 3 (14%) 0 

Find out what was wrong 4 (7%) 11 (19%) 0 1 (6%) 
and relieve symptoms 

Respite for carer 2 (4%) 1 ( 2%) 1 (4%) 0 

Other 4 (7%) 1 ( 2%) 2 (9%) 1 (6%) 

Most relatives questioned felt that their loved one had enough privacy at SJH, 33 (22%) felt that they did 
not. However 41% (62) of patients were upset by other patients in the hospital, primarily by their 
behaviour (for example Alzheimer'S patients, aggressive patients), by noise and by a concern for the 
severity of illness of other patients. 

Fifteen patients (10%) had a room of their own for all of the time they were in SJH. Of the remainder, 78 
people (51%) had a room to themselves for some of the time and 59 patients never had a room of their 

own. The relatives of these last two groups were asked if the patient would have liked a room of their own 

for all the time spent in hospital and 48 relatives (35%) said yes while 60% said no. The qualitative data 
however has shown that many relatives would have liked their loved one to have had a private room 

nearer to the death. When patients shared rooms the range for the number of beds was 1 to 12. Over half 
of those who shared rooms shared a room with six beds. 

Over three quarters of those interviewed (76%) visited the hospital between 20 and over 50 times in the 

year before their loved one died (including visiting more than once a day). It was easy or very easy to get 
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to the hospital for 82% of the respondents (123) and difficult or very difficult for the remaining 25 (17%) 

who answered this question. More than half of those questioned lived less than half an hour's travel from 
the hospital (86, 57%). 

The majority of relatives (93, 62%) helped with some aspect of their loved one's care (for example being 

there at meal times, helping the person to the toilet). The way in which relatives were treated in the 
hospital was perceived as positive - 84% (128) described the way they were treated as 'very kindly' or 
fairly' kindly. 'Indifferent' was the description chosen by 20 (13%) relatives and three (2%) felt they were 

treated in a 'rather hostile' manner. 

6.1.2 Relatives' evaluation of care by hospital doctors and nurses 

The overall evaluation of hospital care, in particular from doctors and nurses, is given in table 6.2 below. 
Relatives were clearly very positive about the care received at the hospital, 85% (129) rated the nursing 

care as 'excellent' or 'good' and 77% (118) rated care provided by doctors as 'excellent' or 'good'. 

Table 6.2: Relative views of quality of care received by patients 

from hospital doctors and nurses during the last year of life 

Excellent Good Fair 

Various aspects of care 64 (43%) 54 (36%) 21 (14%) 
from doctors at SJH 

Various aspects of care 100 (66%) 29 (19%) 12 (8%) 
from nurses at SJH 

Poor 

11 (7%) 

10 (6%) 

These ratings however were shown to vary by treatment location, particularly in terms of palliative care 
involvement (X' 25.11, df = 9, p = .003). The differences are illustrated in figure 6a below. While all 
groups of relatives rate doctors' care as positive, 62% (36) of those whose relative died in hospital with 

palliative care involvement rated hospital doctors' care as excellent and those whose relative had later 
died in hospice or at home were more likely to choose 'good' as a rating of SJH doctors. The two hospital 
profiles show contrasting evaluations of doctor care, the palliative care group making more favourable 
ratings. Relatives whose loved one died either at the hospice or at home were making ratings of the care 

from S.IH in a comparative context. These relatives may be less likely to rate care by SJH doctors as 
excellent because they had other experiences. While SJH palliative care relatives viewed care by doctors 

most positively, other PC groups also had high proportions of relatives who made 'excellent/good' 
ratings. The difference between the two hospital groups is worthy of note - 66% of those without 
palliative care experience rated doctors' care as excellent or good compared to 83% of those whose 

relative died in SJH having received palliative care. 

Some relatives made comments to explain why they rated doctors' care as they did. 'Excellent' or 'Good' 

ratings were likely to be made for the following reasons: 

• Care 

"Did everything they could, he got all the care as if he was private" 
• Accessible/available 
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Figure 6.1: Relatives' assessment of SJH doctors' care for the patient 
in the last twelve months of life by palliative care involvement and location of death 
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"They were available for us to contact, gave us the number and the mobile number" 

• Attitude 
"Very compassionate" 

"They would go in and sit on the bed and talk to her, offered her treatment and respected her choice" 

"Even these positive ratings however are frequently qualified with comments about not seeing doctors 

very often or feeling aware that they were understaffed". 

Fair or poor ratings were qualified with comments such as the following: 

• Lack of information or explanation 
"Could have come for 2 minutes every so often and explained and given us results as they came up. 

Never explained what injections were" 

"Lack of information to the family< I spent half my time chasing!" 

.• Treatment 

"Whoever discharged her from the hospital with pneur710nia was wrong" 

"One doctor must have made a mistake in the operation" 

"He never saw his consultant and there was no doctor to control his pain when he was dying". 

The ratings for nurses at SJH were explained in similar ways. Most common were comments to do with: 

• Caring attitude 
"My wife knew them and got VIP treatment and other patients got the same" 

"Ten stars, they treated him in a way that was good for the heart, spoke to him, looked after him like they 

were dealing with one of their own family" 

"Over and above the call of duty, they showed they cared". 

• Information and explanation 
"kept us more informed of what was happening than the doctor". 

6.1.3 Outpatient care 
The majority of patients had had at least one visit to out-patient clinics in the twelve months before death. 
Almost half (46%, 53) had between one and four appointments, a further 20% (24) between five and nine 
while the remaining 36 (32'7'0) had between ten and over twenty visits. 

Out-patient care was rated 'excellent' or 'good' by three quarters of those responding {85, 75%} and as 

'fair' or 'poor' by the remaining 22% (25 relatives). Many made. comments on the quality of care. In 

particular lengthy waiting time was remarked upon, even when overall care was rated 'good' or 

'excellent'. Some examples of comments are give next: 
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"To queue like that when terminally ill and anxious and waiting for news (is bad)" 

"He had an appointment for 9 am and didn't get seen until 5 pm" 

"Very pressurised, queues everywhere". 

Care at out-patient clinics was criticised primarily if investigations did not find the source of a problem or 

if treatment did not seem to make any difference. Also seeing a doctor other than the consultant was of 

concern to some relatives. Positive features of out-patient care detailed by respondents included the 

absence of delay, and interpersonal gestures: 

"Seen immediately" 

"No major delays" 

"The nurses were chatting" 

"They arranged for food at lunch time". 

6.2 Relatives' views of overall hospital care 

Several questions used in previous hospital studies were used to assess relatives' overall views of the 

hospital and hospital care - their satisfaction with different aspects of the service, their feeling about the 

'climate' of the hospital and their assessment of the amount of time staff had to spend on caring. The 

measures allowed a profile of the hospital which is detailed in the next section. 

6.2.1 Satisfaction 

A broad satisfaction measure previously used in a large study of patient satisfaction in Dublin general 
hospitals (McCarthy et ai, 1998), was used to assess relatives' satisfaction with different aspect of overall 

hospital care. Results are given in table 6.3. 

Table 6.3: Relatives' overall satisfaction with different aspect of care at Saint James's Hospital 

Overall how satisfied Very Satisfied Neither Dissatisfied Very Total 
were you with ... satisfied dissatisfied 

treatment at 
the hospital 71 (48%) 49 (33%) 9(6%) 10 (7%) 10 (7%) 149 (100%) 

nursing care 92 (60%) 43 (28%) 4(3%) 8(5%) 5(3%) 152 (100%) • 

medical care 72 (48%) 54 (36%) 9(6%) 9 (6%) 5 (3%) 149 (100%) 

attitude of other 
professions/pa ramedical 
staff 47 (46%) 39 (39%) 5 (5%) 8 (8%) 2(2%) 101 (100%) 

attitude of porters! 
cleaners/house keepers 74 (55%) 43 (32%) 12 (9%) 4(3%) 2 (2%) 135 (100%) 

attitude of staff at X-ray 
and staff taking 
blood samples 37 (33%) 60 (54%) 3(3%) 9(8%) 2(2%) 111 (100%) 

attitude of chaplains 
and pastoral care staff 62 (51%) 52 (41%) 7 (6%) 1 (1%) 0 122 (100%) 

• 

On the whole, relatives were positive about different aspects of the care and attitude of staff at SJH. In 
particular. 92% were satisfied with chaplains and pastoral care staff and 88% with nursing care. 

Dissatisfaction with treatment at the hospital was expressed by 20 people (14%). 
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Relatives' satisfaction scores are compared with patient satisfaction scores from two Dublin adult general 

hospitals in table 6.4. Differences in evaluations for overall treatment, other medical care, nursing care 

and attitude of staff in x-ray and staff taking blood samples were statistically significant. Relatives of 

patients at SJH rate their satisfaction with hospital care at a lower level than the mean ratings of patients 

at the other general hospitals. 

This difference is difficult to interpret. It may represent an actual difference in satisfaction or may be 

explicable due to other reasons. In the present study, relatives were asked about their satisfaction but they 

themselves were not receiving the care. In the general hospitals' study, patients themselves responded 

about their own views. This study was conducted through interview while the Dublin hospitals study was 

a postal survey. The time that had passed since the period of care being evaluated was much longer in 

the present study (median of sixteen months) while patients responding to the Dublin hospital study were 

contacted one week after a specific hospitalisation. Finally, the nature of hospitalisation and the 

expectations of the outcome of care may have been very different for the two groups. In the Dublin 

hospital study, many patients would have been attending for routine reasons, while relatives of patients 

at S,IH were responding with reference to the most challenging context of health care - a short prognosis. 

I\lone of those contacted in the Dublin hospital study were discharged with advanced progressive disease 

or short prognosis. 

Table 6.4: Percentages of satisfaction and dissatisfaction for Saint James's Hospital (care of the dying) 

compared with percentages for other Dublin general hospitals (general care: in brackets) 

Overall how satisfied Very Neither Very 
were you with ... satisfied or satisfied nor dissatisfied 

satisfied % dissatisfied % or dissatisfied % 

the treatment at the hospital 81 (91) 6 (6) 14 (3) 

the nursing care 88 (93) 4 (6) 9 (1) 

the medical care 85 (91) 6 (5) 9 (4) 

the attitude of other professions/ 
paramedical staff 85 (87) 5 (13) 10 (0) 

the attitude of porters/ 
cleaners/house keepers 87 (90) 9 (9) 10 (1) 

the attitude of staff at X-ray 
and staff taking blood samples 87 (87) 3 (9) 1 (1) 

the attitude of chaplains 
and pastoral care staff 93 (88) 6 (8) 1 (4) 

Comparisons are between this study (relatives ratings) and other Dublin general hospitals (patient rating) 

6.2.2 A palliative care attitude at Saint James's Hospital 
The extent to which a 'palliative care attitude' was evident in the hospital was assessed by using a 
specially designed scale asking relatives to 'strongly agree' 'agree' or 'disagree' or 'strongly disagree' 
about the presence of core principles of palliative care (see table 6.4). The result shows that the majority 
of relatives felt that both they and their loved ones were treated in a manner consistent with the principles 
of palliative care during their hospital stay. In particular, relatives agreed or strongly agreed that the 
patient was spoken to sensitively (127, 85%) and that family and friends were treated well at the hospital 
(125, 84%). Relatives were less positive about the extent to which enough information about treatment 
was given (90, 60% agree or strongly agree). 
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The highest potential score across all of the palliative care attitude items was 30. The overall median was 

24 which is positive. A one way analysis of variance between three groups of relatives' scores - those 

whose relative died in SJH without palliative care services, those whose relative died in SJH with 

palliative care service and those whose relative died elsewhere but had been palliative care patients at 

SJH showed that the non palli~tive care group were the least positive (F = 2203.7, P < .0001). The palliative 

care attitude is more positive when the palliative care service is involved - signifying that the presence of 

the palliative care service does make a difference to relative's perceptions of the quality of care. 

Table 6.5: A palliative care attitude at Saint James's Hospital. 

Strongly Agree Disagree Strongly Neither 
Agree Disagree 

The doctors and nurses 56 (38%) 48 (32%) 25 (17%) 11 (7%) 8 (5%) 
treated as a whole person, 
not just a sick person or patient 

The doctors and nurses spoke 63 (42%) 64 (43%) 6 (4%) 6 (4%) 9 (6%) 
to the patient sensitively 

Family and friends were treated 70 (47%) 55 (37%) 10 (7%) 9 (6%) 6 (4%) 
well by the doctors and nurses 

The doctors and nurses gave 42 (28%) 48 (32%) 28 (19%) 20(13%) 11 (7%) 
enough information 
about treatment 

The doctors and nurses 79 (53%) 59 (40%) 4 (3%) 3 (2%) 4 (3%) 
treated the patient with respect 

The doctors and nurse made 39 (29%) 38 (29%) 21 (16%) 8 (6%) 26 (20%) 
sure that the patient could 
choose what was right for him/her 

6.2.3 Hospital climate 

Seale and Kelly (1997) and Parkes (1984) used a 'climate' scale to compare hospital and hospice 

environment climates from the relative's perspective. The same scale was used in this study and the 

results are given in table 6.6. Relatives were asked if six phrases described SJH and relatives who had 

experience of the hospice were asked if the same phrases could be used to describe the hospice. The 

descriptions were as follows: 'Efficiency comes first'; 'The hospital is like a family'; 'We never give up'; 

'Don't worry'; 'Leave it to us' and 'Nothing is too much trouble'. 

Through the interviews it became clear that some of the items were ambiguous, for example if efficiency 

is a value for the respondents then agreeing that 'efficiency comes first' is positive, but some relatives felt 

that efficiency did not and should not, come before patient care. In such a case responding 'yes' would 

be intended as a criticism. Similarly 'leave it to us' can be interpreted as a deterrent to family involvement 

in care (negative) or a willingness to do all that needs to be done (positive). Many relatives felt that 'Don't 

worry' would have been a patronising attitude and responding 'no' to that item was intended as positive. 

Others felt reassurance and responded 'yes' also intended as a positive response. 

Two items were unambiguous and these are shown in table 6.6. The ratings given by those relatives who 

had experience of their loved one being cared for in the hospice are given in the table for comparison 

purposes. A high caring index is indicated where 69% (103) of the relatives felt that 'Nothing is too much 

trouble' was descriptive of Saint James's Hospital. The hospital is not viewed as 'like a family' for the 

majority of relatives - this is consistent with the results of Seale's (1997) study. 
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Table 6.6: Institutional climate 

Describes Saint Yes No Describe Yes No 
James's Hospital? hospice? 

The hospital is like a family 68 (45%) 81 (54%) 22 (96%) 1 (4%) 

Nothing is too much trouble 103 (69%) 43 (29%) 23 (100%) 0 

Another aspect of the Seale study was to compare institutions on the degree of 'busyness' exhibited by 

staff. Again some ambiguity may be present in response to these questions - relatives often wanted to 

add 'but they made time'. Table 6.7 however shows the majority of clinical staff at the hospital were rated 

as 'very busy'. The same information was collected for a small number of relatives' whose loved one had 

used the hospice service and their responses are provided for comparison. A similar pattern of response 

has been established in other studies. 

Table 6.7: Relatives' views of how busy hospital staff were during the year before their loved one died 

Very busy Busy Not particularly 
busy 

Ward sisters SJH 80 (60%) 47 (35%) 6 ( 4%) 

Hospice ward sisters 7 (33%) 10 (48%) 4 (19%) 

Nurses SJH 90 (60%) 58 (39%) 2 ( 1%) 

Hospice nurses 5 (22%) 15 (65%) 3 (13%) 

Doctors SJH 90 (69%) 37 (28%) 4 (3%) 

Hospice doctors 6 (31%) 10 (53%) 3 (16%) 

A further question to do with the caring climate in the hospital shows that 77% of the relatives felt that 

doctors were willing to give time to the patient although a fewer proportion felt that the doctors were able 

to deliver on this willingness (64%, 83). The proportion of relatives who agreed doctors in SJH were 

willing and able to care are similar for relatives whose loved ones received palliative care and who may 

have died in hospice or home as well as hospital. 

Summary 

The measurement of satisfaction, palliative care attitude and hospital climate indicate a positive image of 

SJH and its overall treatment of patients during their last months and days. This is the context in which 

the palliative care service at the hospital operates. The objectives of the service are to influence this 

organisational context and to continue to integrate palliative care principles into all clinical practice. 

6.4 Palliative care service in the hospital setting. 

6.4.1 Referral 

All relatives were asked "Was (patient's name) referred to the Palliative Care Service (PCS) at Saint 

James's Hospital?" A total of 63 (41%) said yes, 66 (43%) said no and 23 (15%) did not know. Table 6.8 

shows the proportion of patients who were referred to the PCS and their knowledge of that referral. The 

respondents who gave the 'correct' answer according to the sampling frame are highlighted in bold italic. 

Two thirds of the relatives whose loved one died in hospital or hospice and had been referred to the 

palliative care service in the hospital were aware of this while 50% of those whose loved one died at home 

were aware of the hospital palliative care involvement. There was less ambiguity amongst relatives 

whose loved one had never been recorded as referred to the hospital palliative care team, 81% (43) of 

these gave the 'correct' answer. 
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There may be several reasons for this pattern of response. Referrals to the PCS are consultant-led and the 

clinical consultant maintains responsibility and accountability. The palliative care service at SJH operates 

as a support to the clinical consultant and team, giving advice on symptom control and psycho-social 

requirements of patients and family. In this way the service works as a speciality but a further dimension 

of the service aims to integrate palliative care into all clinical practice, through both formal and informal 

or implicit education. The palliative care service from the relatives' point of view may become merged 

into the total care experience and this in itself is not inconsistent with the objectives of the service. 

The length of time that patients had spent in SJH over the twelve months prior to death was similar for 

those who gave 'correct' and 'incorrect' responses. Palliative care involvement however is likely to be 

focused over a narrow period of time. The mean length of involvement of the palliative care service 

currently is 12 days (Palliative care service audit; SJH 1997/1998). This study did not collect data on the 

time between referral to palliative care and death and consequently we do not have information on the 

family's potential for meeting with palliative care staff. In addition, this study reflects the views of 

relatives. It is likely that the PCS had more interaction with the patient than relative current average 

pattern of visits to patients is one visit every two days (Palliative care service audit; SJH 1997/1998). 

Finally there may have been some ambiguity around terminology. 'Palliative care service' had to be 

explained to some respondents. It was explained with particular reference to the SJH service as follows: 

'A consultant and two nurses who work with the team, they advise on pain and symptom control and 

liaise with the hospice and talk to patients and families'. 

Despite this clarification it may have been that some respondents equated palliative care with in-patient 

hospice care. 

Table 6.8: Relatives' knowledge about whether or not their 
loved one was referred to the palliative care service at Saint James's Hospital 

Patient referred to Palliative Palliative Care Palliative Care No Palliative 
Palliative Care Service at Care at SJH SJH, later died at SJH, later Care 
Saint James's7 at hospice died at home 

Responded Yes 37 (63%) 14 (64%) 9 (50%) 3 (6%) 

Responded No 14 (24%) 4 (18%) 5 (28%) 43 (81%) 

\ 

Responded don't know 8 (14%) 4 (18%) 4 (22%) 7 (13%) 

Of the 89 respondents who had reported that they had not had a contact with the palliative care service 
at the hospital only 12 of these had actually heard about the service. 

The efficacy of the palliative care service was assessed by asking those who had been aware of its 
involvement in patient care to say whether the service had made any difference to three criteria- to 
controlling the patient's symptoms, to reducing the patient's anxiety and to reducing the family's distress. 
Responses are presented in figure 6.2 where the service was assessed by 62 relatives as making either a 
'big' or 'some' difference to symptom control and reducing family anxiety in particular. However a 
relatively large proportion of relatives are unable to attribute a change in these criteria to the palliative 
care service (between 17% and 20%). This is borne out by some of the qualitative comments made to a 
later question where relatives were asked to assess the quality of palliative care input at the hospital: 

"Difficult to know if it was PCS or the consultants team who made the difference" 

"I don't think she had come into their care. It was if she came home she would have. She got 
care from the hospital" 

"We were confused who was the hospital and who was the hospice staff. Confused about 
who was who. A lady in blue used to wash him. When I told the nurse about his tubes they 
seemed to be very short staffed because the sister was helping with the tea trolley. She came 
in and fixed the tubes. But we didn't know which was which, hospice or hospital. They should 
wear a different uniform". 
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Figure 6.2: Relatives' assessment of the impact of the palliative care service on three main criteria 
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A total of 48 people said they had met with members of the palliative care team at the hospital and 45 
could remember the number of meetings, 18 of these (40%) remembered only one meeting, 10 (22%) said 
two meetings and eight relatives (18%) had three meetings. The median number of meetings was 2 with 
a range from 1 to 10. 

6.4.2 Timing of referral 
At the time of referral to the palliative care service, the majority of relatives felt it was 'the right time' for 
that course of action (38, 60%). Smaller percentages felt it was either 'too late' (8, 12%) or 'too soon' (7, 
11 %). A further 16% (10) said they did not know or had no opinion at the time. 

There was a 16% increase in the number of relatives who, looking back, now feel that it was the right time 
for referral (from 38 to 48 relatives) and two extra relatives felt that looking back referral had been too 
late. Table 6.9 below shows the direction in which people changed their minds when looking back. The 
'don't know' responses have been excluded from the table. 

Table 6.9: Relatives' views on referral to palliative care service then and now 

At the time felt At the time felt At the time felt 
referral to PCS§ referral to PCS that referral to PCS 

was the right time was too soon was too late 

Looking back felt referral 36 5 1 
to PCS was the right time 

Looking back felt referral 0 2 0 
to PCS was too soon 

Looking back felt referral 2 0 7 
to PCS was too late 

6.4.3 Rating Palliative Care Service 

Relatives who had come into contact with the palliative service rated the different aspects of their care as 

'excellent' or 'good' (49, 83%), three people (4%) said the service was 'fair' or 'poor' and seven people 

(12%) felt they didn't know enough to say. These figures are detailed below in table 6.10. 

Table 6.10: Relatives' ratings of care received from the palliative care service at Saint James's Hospital 

Excellent Good Fair Poor 

Various aspects of care from 
the palliative care service were 37 (71%) 12 (23%) 2 (4%) 1 (2%) 
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These ratings were supplemented by qualitative comments which may be broadly grouped as follows: 

Symptom control "they gave him morphine pump and injection" "very reassuring saying you don't 

have to suffer" "the fact that the pain was removed at just the right time" "They sorted out all the pain" 

Supporting the patient "They dealt directly with my husband, encouraged him to write a book" "spoke 

to him on his own and in a professional way'; "visited him, even on the day he died" 

Supporting the relative "she told me I could phone when I got home" "Assured me I was doing the right 

thing, about the radium therapy, eased my mind" "it was good that they seemed to have time to talk to 
us" 

Explained things "didn't do anything without explaining" "extremely informative, very sensitive, very 

reassuring" 

General positive - "dedicated professional, the most dedicated I ever spoke to" "so compassionate and 

understanding" "they did everything they could" 

Ambiguity about PC role - "don't think I met them" "In a limbo situation, nothing to relate it to, couldn't 

isolate from total care" "not sure how they fit in" "nothing the pes could do because he was under the 

care of the hospital" 

Negative "they sided with the doctors that my father should be in the hospice and he didn't want to be 

there" "Premature decisive termination - an overdose of morphine" "They could have been more open, 

they said "we don't know, we can't put a time on when she'll die" "Spoke to Sr who said she would put 

his name down for a hospice bed but I couldn't see that they did anything". 

6.5 Hospice Care 

All relatives whose loved one had spent time as an inpatient in a hospice (24) were asked questions about 

their impressions of the quality and type of care there. Symptom control at the hospice has already been 

reported on. The following data show that relatives were invariably positive about the hospice and 

hospice care. All of those who died had been an inpatient in only one hospice and 13 (59%) stayed at the 

hospice for between one week and one month on final admission. 

Most of the relatives questions felt that their loved one had enough privacy the hospice (21, 91%). 

However six relatives (26%) said that their loved ones had been upset by other patients in the hospice. 

Reasons for becoming upset were; concerns about other people who were very ill or if a patient died, 

noise and 'a patient who was always giving out'. 

Eight patients (35%) had a room of their own for all of the time they were in the hospice. Of the remaining 

people, twelve (52%) had a room to themselves for some of the time and 3 (13%) patients never had a 

room of their own. The relatives of these last two groups were asked if the patient would have liked a 

room of their own for all the time spent in hospice and six relatives (40%) said yes. When patients shared 

rooms the range for the number of beds was 1 to 6 and over half of those who shared rooms shared a 

room with 4 beds. 

Over 60% (14) of relatives visited the hospice between between 1 and 20 times in the year before their 

loved one died (including visiting more than once a day). It was difficult to get to the hospice for six 

relatives (26%) mainly because it was 'awkward to get to' 'need a car or else two buses'. More than half 

of those questioned lived less than half an hour from the hospice (14, 51%). 

The majority of relatives (15, 68%) helped with some aspect of their loved one's care (for example being 

there at meal times, helping the person to the toilet). The way in which relatives were treated in the 

hospice was perceived as positive - 96% (22) described the way they were treated as 'very kindly' or 

'fairly' kindly. "Indifferent" was the description chosen by one relative. 

47 



6.5.2 Relatives' evaluation of hospice care 

The overall evaluation of care from hospice doctors and nurses is given below. Relatives were clearly very 

positive about the care received at the hospice, 100% (23) rate the nurses' care as 'excellent' and 83% (19) 

rate doctors' care as 'excellent' and 4 (17%) as 'good' (see table 6.11). Communication was also rated 

favourably at the hospice with 85% of those with hospice experience rating communication between 

hospice staff and themselves as 'excellent' or 'good'. Similarly. the majority of relatives felt that they were 

kept in touch by hospice staff (20/ 87%). Those who felt they weren/t kept in touch made comments that 

they had to ask in order to be informed. 

Table 6.11: Relatives' views of quality of care received by patients from 

hospice doctors and nurses during the last year of life 

Excellent Good Fair 

Different aspects of care from 
doctors at the hospice 19 (83%) 4 (17%) 0 

Different aspects of care from 
nurses at the hospice 23 (100%) 0 0 

Communication between 
relatives and hospice staff 15 (68%) . 6 (27%) 0 

6.5.3 Hospice palliative care attitude 

Poor 

0 

0 

1 (4%) 

The extent to which a 'palliative care attitude' was evident in the hospice was assessed by using a 

specially designed scale asking relatives to agree or disagree on a likert scale as to the presence of core 

principles of palliative care. These are detailed in table 6.12 below. Relatives endorse the presence of a 

palliative care attitude to the patient and to themselves in the way staff related to them. The final item on 

patient's choice, while positive is the least positive and almost one fifth of the relatives responded 

'neither'. 

Table 6.12: The hospice palliative care attitude 

Strongly Agree Disagree Strongly Neither 
agree disagree 

The doctors and nurses treated as a 
whole person, not just a 
sick person or patient 16 (69%) 7 (30%) 0 0 o! 

The doctors and nurses spoke 
to the patient sensitively 17 (74%) 6 (26%) 0 0 0 

Family and friends were treated 
well by the doctors and nurses 17 (77%) 5 (23%) 0 0 01 

The doctors and nurses gave 
! enough information 

about treatment 16 (69%) 3 (13%) 2 (9%) 0 2 (9%). 

The doctors and nurses treated 
the patient with respect 17 (74%) 6 (26%) 0 0 o· 

The doctors and nurse made 
sure that the patient could choose 
what was right for him/her 12 (54%) 4 (18%) 2 (9%) 0 4 (18%) 

I 
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SECTION SEVEN 

Relatives and bereavement 

7.1 Bereavement and adjustment to bereavement 

7.1.1 Follow up to the home 

It was rare for a professional to call to the bereaved relative's home as a result of the bereavement yet the 

majority of relatives found it helpful when these professionals did visit. Table 7.1 shows that a priest or 

minister was the most likely visitor to the home. The other professionals mentioned included 

representatives of bereavement groups and religious organisations, an addiction counsellor, a home help 

and an undertaker. 

Table 7.1: Professional person who visited relatives at home as a result 
of bereavement and relatives' assessment of whether it helped 

N(%} N(%} 

found it 
helpful 

Priest or minister 57 (37%) 49 (86%) 

Public health nurse 24 (16%) 18 (78%) 

Your own doctor 18 (12%) 14 (78%) 

Other professional 15 (10%) * 

Hospice nurse 4 4 (100%) 

Another GP 4 4 (100%) 

Social worker -

*not coded 

While a doctor or general practitioner may not have visited relatives at home, the majority of the relatives 
interviewed had consulted their doctor since the death (112, 73%). These consultations were general 
health consultations rather than consultations arranged specifically as a consequence of bereavement. 
The range of number of visits was 1-51 and the median number of visits was 3, i.e. half of those 
interviewed had been to their doctor 3 or more times since the bereavement. 

Most relatives rated their visits to the GP as helpful (90,84%). The profile of relatives' own GP was positive 
in that 123 (88%) reported that their GP was easy to talk to, 114 relatives (83%) felt the GP had time to 
discuss things and 122 (90%) felt that the GP was either 'very' or 'fairly understanding'. Most relatives had 
a male GP (114,80%). 

The majority of relatives rated their present health status as 'the same as usual' (92, 60%). For almost one 
third (45, 29%)' health has disimproved since the bereavement. Health had improved for 17 relatives 
(11%). Relatives' assessment of their own health status 'for your age' is illustrated in the table below 
where the majority (126, 82%) felt their health was 'excellent' or 'good' but 18% (28) felt their health was 
only 'fair' or 'poor' (see table 7.2). 

Table 7.2: Relatives' rating of 'your health for your age' after bereavement 

Excellent Good Fair Poor 

My health for my age is 39 (25%) 87 (57%) 19 (12%) 9 (6%) 
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Most people (75%) reported experiencing multiple problems as a direct result of their loved one's illness 

and death. The three symptoms examined were sleeplessness, 'nerves' and/or depression and loss of 

appetite. All three were experienced by 18 (12%), with combinations of symptoms for others: for example 

33 experienced sleeplessness and nerves/depression (21%). A problem with nerves/depression only was 

reported by 17 (11%) and sleeplessness as the only problem for 14 relatives (9%). Sleeplessness and 

nerves/ depression were experienced by the majority of relatives (79, 52% and 76, 50% respectively). 

Alongside these three symptoms relatives talked about other problems related to bereavement: 

"loss of enjoyment, loss of loving, diminished experience, clinical behaviour" "concentration worse" 

"smoking - can't stop" "drinking" "stomach ulcer; headaches" "bowel problems" "overslept and over 

ate" "comfort eating "panic attack" "irregular periods" "palpitations/stress" "anxiety about mortality" 

"loss and sadness, a huge body blow" "routine gone - feel useless" "dependency". 

7.1.2 Talking and sources of support 

Most of the relatives spoke to at least one person about their own feelings regarding their loved one's 

death - 21 (14%) spoke to no one. The median number of people spoken to was two. Table 7.3 illustrates 

who relatives spoke to and the number who found this helpful. It is clear that informal supports are 

important over 70% spoke to relatives and 61% to friends or neighbours. 

Table 7.3: Person the bereaved relatives most spoke to regarding bereavement and 

percentages who found it helpful 

Nand (%) Nand (%) 

found it helpful 

Relative 107 (71 ) 94 (91 ) 

Friend or neighbour 93 (61) 86 (95) 

Other 56 (41) 49 (89) 

Own doctor 42 (28) 37 (88) 

Priest or other minister 20 (13) 19 (95) 

A nurse 17 (11 ) 15 (93) 

GP 7 ( 5) 6 (86) 

No one 21 (14) 

Almost one quarter of those questioned (35, 23%) felt they would have liked to talk to someone else about 

their feelings although this response was sometimes qualified, e.g. 'with someone who knew him', 'with 

my sister'. The majority of relatives professed to 'a strong religious faith' (86, 56%) or 'some religious 

faith' (56, 37%) and this faith had been a help for 88% (124) of relatives. 

7.1.3 Adaptation 

The two figures below (figure 7.1 and figure 7.2) illustrate the effect bereavement has had on relatives, 

firstly adjustment to the loss and secondly feelings. Over half are unable to 'look forward to things in the 

same way as before the death' (79, 52%) while over one third have not yet come to terms with the death 

(51,36%). For 17% (25) of relatives things are going 'not at all well or not very well'. 
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Figure '1.1: Relatives' adaptation to loss 
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Almost three quarters of those interviewed miss the deceased person 'a great deal' (112). Loneliness is 

very much a problem for 36 (24%) and sometimes a problem for 60 people (39%). 

80 1 
70 
60 

50 
% 40 

30 
20 

10 
o 

Figure 7.2: Relatives' feelings about the loss 
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A composite index of adjustment to bereavement was constructed by dichotomising and assigning a 

score of 1 to positive answers to the five adjustment and feeling questions above and a score of 0 to 

negative responses. A score of 5 indicated .good subjective coping and 0 meant poor coping. The overall 

median score was 2. Palliative care involvement did not make a difference to coping scores with 50% of 

those whose relative died at SJH without pc:,lIiative care services, 53% ofthose whose relative died at SJH 

with palliative care services and 52% of those whose relative died at the hospice scoring below 2. A higher 

proportion of those whose loved one died at home (62%) showed low subjective adjustment to bereave

ment although this was not statistically significant (X' = .77, df = 3, p .8). 

7.1.4 Psychological health 

The median score of the GHQ-12 for all relatives was 3. Scores of 3 and above are considered to indicate 

clinically significant levels of psychological distress on the GHQ 12, i.e. those above this level would be 

considered as needing specialist help if s,een by a mental health professional. The box plot below 

(figure 7.3) shows the spread of scores for each of the four groups. Relatives of those who died at home 

have the highest median of 5. 
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Figure 7.3: General Health Questionnaire (GHQ-12) scores 

by location of death and palliative care involvement 

Home Hospice No R::; 8..IH R::; SJH 
PC involvement and location of death 

Table 7.4 below illustrates the numbers of relatives scoring above and below the cut-off point to the 

GHQ. While some difference appears in the scores between groups these are not statistically significant 
(X' 2.235, df = 3, p = 0.52). A higher proportion (over half) of people whose relative died at home show 

psychological distress. 

Table 7.4: Number and percentage of relatives above and below GHQ-12 cut-off point 

SJH- SJH- Hospice - Home- Total 
No PC PC PC-SJH PC - SJH 

Scored above 3 20 (43%) 22 (38%) 7 (32%) 11 (52%) 60 (41%) 

Scored 3 or below 26 (57%) 36 (62%) 15 (68%) 10 (48%) 87 (59%) 

While not significant, the trends towards relatives of people who died at home feeling less well adjusted 

to bereavement and more psychologically distressed is noteworthy. Further investigation with a larger 

sample size is important since home death will be the preferred and actual option for many individuals. 

Risk factors for morbidity following bereavement include the relationship to the deceased with spouses 
considered to be more at risk. Psychological distress as measured by GHQ-12 was no different for 
spouses than for other relatives in the present study (X' = .06, df 1, P = .80). However adjustment to 

bereavement was lower for spouses 70% of spouses scored 2 and below on the adjustment scale 

compared to 43% of other relatives (X' = 7.82, df 1, p = .005). Similarly adjustment to bereavement is 

lower for those who previously lived with the deceased (X2 6.26, df = 1, p = .012). Neither the number 

of symptoms nor the number of symptoms present in the last week relate to relatives' distress. 
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SECTION EIGHT 

Critical incidents signifying satisfactory and unsatisfactory care 

8.1 Critical incidents 
The design of this study was two-fold. To this point empirical information was presented which allowed 
quantitative comparisons to be made. In particular, the views of groups of people have been presented 
alongside what is important in health services for the majority. Quality of care is also an individualised 
concept and this philosophy was built into the present study by using a critical incident approach. This 
involved asking relatives about specific events which were meaningful to them and signified either 
positive or negative features of the care received in the year before death. 

Almost every interviewee had 'a point', a quite specific observation s/he wished to outline. These were 
recorded if they arose spontaneously but interviewees were also asked if they wished to outline any such 
issues. 

A total of 568 negative incidents and 297 positive incidents were generated and these varied in their 
specificity. Positive accounts tended to be more general than accounts of dissatisfying 
experiences. Incidents in the relatives' own words are given as examples. Numbers of 
incidents under each heading are not reported - each incident was important for the 
interviewee who experienced and recounted it. More examples are given in the appendices 
negative incidents are given in Appendix three and positive incidents in Appendix four. 

Critical incidents have been grouped according to the scheme outlined below in figure 8.1. Both positive 
and negative incidents are categorised under these headings although some contain more dissatisfying 
examples than others (for example the delays at Accident and Emergency Departments are primarily 
negative incidents). Perceptions of high quality care are indicated by access to services, appropriate 
admission to hospital, flexible routines and care, sensitivity and privacy at the time of death and 
afterwards and appropriate follow-up for the family. The quality aspects of these phases of care however 
are mediated by communication and information issues and by the attitude or manner of staff and how 
this is interpreted by relatives. Some of these categories relate to areas already discussed in the report, 
for example perceptions of symptom control, breaking bad news to patients and to relatives. For this 
reason, only a broad overview of the spontaneous issues arising through the critical incidents will be 
given here. Further detail is given in Appendices three and four. 

8.1.1 Access to services 
Some relatives reported not being able to access services when they were needed. Limited access ranged 
from not being able to get physiotherapy, home help, occupational therapy at the hospital or general 
practitioner visits, to not having information about services available. 

Figure 8.1: Relatives' spontaneous critical incidents; what constitutes satisfactory and unsatisfactory care 
PHASES OF CARE 

Access to services 
Ba rriers/facilitators 

Admission to hospital 
Casualty, delays, records 

Symptom control 
Inadequacies, conflict 

General treatment 
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At time of death 
Space and privacy 

After death 
Laying out, returning belongings 

Family aftercare 
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'My mother was constipated and had diarrhoea. If her bowels didn't move she'd have pain. 
After constipation she'd have diarrhoea. To get from the bed to the commode was hard. I 
wanted her to have pads. There was a problem getting those. To fill in forms and record how 
much liquid she'd have. She was dying! I didn't have time for that'. 

More specifically a service could be refused - e.g., an ambulance. For one relative a critical dissatisfying 

episode was being refused palliative care because her loved one did not suffer from cancer, for another 

the home care service gave advice over the telephone when the relative thought a visit would have been 

more appropriate. Some felt there was discrimination in access to services and said older people and 

those with medical cards weren't as likely to be able to access services. Positive incidents referred to the 

availability and accessibility of services, for example: 

'Sister called me and said they had asked the hospice to see if they had a bed. No one had 
asked us or him but we were thrilled. Sister said we've been in touch with the hospice. We 
couldn't understand how a bed could be got so quick. We would have thought he wasn't 
eligible, having a medical card and being a public patient. Wasn't aware of a team in SJH, 
very surprised that Sister came to me and said they were looking for a bed. We were so 
grateful'. 

8.1.2 Admission to hospital 

Many relatives were critical about delays in admission to hospital, particularly if this involved queuing in 

Accident and Emergency Department and giving information that had been gone through at an earlier 

stage. 

'for a person who was only sent home 2 days earlier to have to sit for 6 hours ..... and she had 
to go over all that again. There was no doctor that would admit you, you had to see 3 or 4' 

'Although he had been in SJH twice, on re admission the 3rd time he had to go through 
Casualty. He waited for 4 hours, an old man and a dying man. There should have been 
somebody there to see it was urgent. He had a history they should have known about, it 
shouldn't have been Casualty'. 

8.1.3 Symptom control 

The adequacy of symptom control was obviously important to relatives and some critical incidents where 

symptoms were not well controlled were discussed in the text earlier. The main concern ofthose incidents 

was a delay in pain control, some times very close to the time of death. Other incidents reflected different 

concerns - the management of medication on leaving the hospital for example: 

'We got the call out GP on a bank holiday. It was very distressing on us as he was in great 
pain. The GP said he was very surprised he didn't get a prescription for morphine when he 
was coming out of SJH because there wasn't a lot we could do. They should have given us 
morphine from the hospital'. 

Or for one person the inappropriate control of a patient's symptoms: 

'Doctor in nursing home treated the symptoms and didn't look to the problem - which was 
very serious. Palliative care ended up covering up her pain, the reason we get pain is there's 
something wrong with us'. 

The perceived consequences of greater symptom control were sometimes mentioned as negative 

features of care, i.e., loss of consciousness, hallucinations, and early death. 

When asked to nominate positive aspects of care the fact that pain was well controlled was indicative of 

good care. 

8.1.4 General treatment 

Through the twelve months prior to death, lTlany patients came into contact with multiple health services. 

The following gestures were recounted by the relatives as indicative of high quality care: 
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'SJH was good, when she went to St Luke's they sent a nurse with her in a taxi. This was 
excellent as they'd be there hours and she was a public patient, pleased someone stayed with 
her' 

'The nurse cut his toe nails as a favour for him. She was very nice, she said to ring any time. 
She told us to soak his feet and then she came in. She said 'Don't tell anyone, they'll all want 
it.!' 

Problems with treatment included inappropriate treatment or routines or lack of supervision: 
'Mother was sitting there on a chair and she was dripping with sweat, she had pneumonia. 
She had been put in the chair by a woman working in the hospital, the woman was saying it 
was therapy but no one seemed to realise how sick she was' 

'We came in one morning and we noticed her left side was paralysed but none of the nurses 
did. She was too quiet. They might leave her sitting. There were times she was left sitting in 

. her bed clothes up until 12 or IUllch time. It was dangerous to leave her sitting in a chair; she'd 
fall off'. 

Other incidents referred to a lack of care, failure to refer a patient, to use appropriate treatment, for 

example: 
'My other sister died of breast cancer. When B developed this thickening I thought he (GP) 
should have taken it more seriously. He said he didn't think there was anything wrong. She 
even went back and he was very abrupt'. 

8.1.5 The time of death 

Several relatives were dissatisfied with the lack of private space when their loved one died and some felt 

there should be private rooms at this tirne: 
'There should be a room available for the old people when they are dying, for family. Because 
it's very distressing on the other patients. I'm talking about (hospital location). We felt by 
staying there we were disturbing the other patients, it wasn't fair to them. They were asking 
all the time was she alright and then the night she died it was very distressing'. 

8.1.6 After death 

Private space after the death was also important to relatives, some of whom complained at being left in 

'corridors afterwards or in a television room with other visitors. Many relatives however had positive 

memories of how they were treated by staff, saying they were treated sensitively and given time and 

sympathy. The way in which belongin~ls were returned was mentioned in a negative sense by several 

respondents. 

8.1.7 Family after-care 

While relatives who had contact with the hospice appreciated anniversary cards and mentioned these as 

thoughtful gestures the majority of bereaved relatives would not have received these. Follow up from the 

hospital was rare but was mentioned as a positive incident by one relative who had been contacted by a 

social worker. 

One particular example shows how hospice staff facilitated a woman who was not there at the time of her 

mother's death: 
'I wasn't there so I went to the sister at the hospice. She got a book and went through all my 
mother's last days what she ate, when she went to the toilet. You felt there was nothing 
hidden. It was excellent. If you're not there you're afraid your family hold something back. It 
was reassuring'. 

8.1.8 Communication and information 

Incidents recounting poor communic<ltion are equated with negative care and good examples of 

communication equate with positive evaluations. 
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However, relatives' views about who it is appropriate to communicate with can vary - i.e. patient or the 
family, together or separately: 

'd. was starting to wet the bed and forget things. (Met with the doctor in the hospital) I found 
it was very difficult to be specific about these things in front of him, I felt like I was being 
disloyal. I think in these interviews there should be a separate part for the relative, there is 
more I wanted to say. The GP had always taken me out or spoken to me separately' 

'I went to the hospice to see the hospice home care because I thought he had to be in the 
hospice. They said no they had seen him and he didn't need to. The doctor the same. They 
wouldn't take him in firstly because he didn't want to and secondly he didn't need to. That 
was 6 days before he died. He had been putting on a show for them but we were there at 
close hand. I want them to learn to please take on board people who come to you and express 
an opinion. Three times I had come ( Others home care and GP had only had snap shots' 

The matron said 'Make sure he takes his tablets, the blue ones etc.' and he was standing 
beside me. The nurse asked 'Does he have any pain?' rather than ask him. My father was not 
senile but they treated him that way'. 

Good communication clearly involved listening and treating people with humanity, the inverse 
represented poor care: 

'1 think of everything, the doctor and her attitude, she was so polite. It wasn't as if she was 
talking down to my mother. She was so busy but she took the time to sit down and have a 
chat with her. That made a hell of a difference' 

The doctor never spoke directly to S. He talked above him. The professor spoke to his doctors 
instead. He was very aloof, too busy maybe~ 

Obtaining the full details of the situation was important to some relatives: 
The ordinary nurse would go through the chart with you and show What was written, who'd 
come to see him rather than saying 'Oh he had a good night'. I thought that was good, you 
felt you were getting the truth'. 

Many appreciated gestures such as giving a phone number and assuring the relative that contact could 
be made and explanations given at any time: 

'the professor gave us his phone number so our daughter the nurse could phone. He was very 
good. He explained everything'. 

Alternatively the lack of opportunity to discuss or receive explanations was dissatisfying or left doubts 
and Questions in the relative's mind: 

The nurse said on the day S died that if I wanted to talk to the doctor it would be no problem. 
After 6 months I tried to contact the doctor and couldn't. Then he said he rang and he couldn't 
get me. I was put on the phone, left hours waiting then someone said after six months the file 
wouldn't be there. No one was there for me, maybe I left it too long but I couldn't (before that). 
I would have been happy to speak to someone in the hospital' 

'After he died we went away and came back and asked the nurse would he be laid out in the 
mortuary and she said no they had to put him in a bag and it was better that way. Why was 
that, what would the bag be for?' 

'Or was lovely, very approachable. The surgeon wasn't at all. We never really understood why 
he had to have the surgery and it was so risky. The surgeon walked away and one of the team 
came back and said 'Look I'll explain in language you can understand'. He knew the surgeon 
wasn't approachable' 

'1 tried to talk to the consultant and phoned several times. I only spoke to him once. He was 
very stand offish, no conversing or conversation. A bit of information and some questions, 
that's all. Met him (consultant) in the corridor and I wasn't overjoyed with the conversation. 
There wasn't much he could offer but still'. 
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The way in which bad news was broken, both to the patient and to the relative was dissatisfying to some 
relatives for a number of reasons - being too direct and insensitive, telling a person on their own, the fact 
that the person was told at all and in one case not told. 

A particular type of communication that was important to relatives was communicating any change in a 
patient's status, and in particular notifying relatives of impending death giving them the chance to see 
their relative or to stay in the hospital. 

'1 went into the ward on a Wednesday night and there was someone else in the bed. I looked 
around and saw her in a room on her own and she was in a very agitated state. It was a pity 
that they hadn't phoned me to say she had disimproved. I found that very distressing' 

The nurse was waiting for him to die but we didn't know. The day he died we ran out of the 
room; they had known but we hadn't. And at that time nobody came near us'. 

Patients also had expectations about communications between professionals and more specifically 
between hospital and primary care 

The GP didn't know that E had died, or even that she had moved hospitals. The hospitals 
should keep in touch with GPs'. 

Several relatives were asked to give permission for a post mortem, and some found the timing of this 
request insensitive, particularly if it was not expected by the relative. Others having given permission had 
waited to hear the result of the post mortem and were upset at not hearing, or at the delay in hearing 

'When R died it really took me back, they asked for a post mortem. I thought what do they 
want that for. I agreed on the condition that I saw the post mortem report. I made it very 
specific. After when I went to seil the consultant he wouldn't give it to me, he said he would 
tell me. They wrote a letter sympathising, saying if there's anything you want get in touch. I 
know they don't like giving them out but I made it a condition and it stills niggles me. I feel I 
let the consultant convince me not to push to get the report' 

They asked me would I allow an autopsy. I thought if it would help someone else then go 
ahead. But I felt that I didn't get the information I was promised from the autopsy. I had to go 
looking for it. When I rang I got no further information than the death certificate. They 
dismissed me. Probably I thought it was a big thing and they didn't'. 

Communication is important for a number of reasons. People appear to look for meaning in all messages, 
including silence; so not hearing about the results of the post mortem or not receiving an explanation 
about what was wrong leaves the relative with unresolved questions. The effect on the grieving process 
of doubt e.g. how long had he been in pain, or of regret, e.g. not being there, must also be taken into 
consideration. 

8.1.9 Attitude 
A further theme running through phases of care had to with the attitude of health care staff towards 
patients and relatives. Misunderstandings and conflicts were reported by relatives as upsetting to 
themselves and their loved ones, the hurt caused by some of these incidents endures over time. 

The build-ups needed to be whipped else they'd be very powdery. I suppose the kitchen staff 
are very, very busy and just whisk them a little. I was told off for going into the kitchen to whip 
up the build-up. The kitchen ward gave out and then the sister came and tore a strip off me 
on front of my mother. My mother got really upset about this ..... All of us found it very 
upsetting. It became more than it should. At that stage the build-Ups were all she was taking. 
Sister did come back and apologise and then I got permission to prepare the food. Most 
annoying was the fact that they could have called me away and said it; not involve my 
mother' 

The sister came in and M wanted to get up in the bed. I said to the sister '/'11 get to the other 
side'. She said 'No, you can't do it', snapping she said 'You're not insured'. I hadn't 
understood. Then she was helping my mother sit up and she was talking to her very harshly. 
Maybe she was having an off day'. 
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'Although the district nurse was dedicated she couldn't understand why we wouldn't tell my 
mother what was wrong. She went and told my mother about all the tablets to take and when 
- but it was me who was dealing with them. I said 'Excuse me' and she said 'Don't interrupt 
me while I'm talking, do you want our help or don't you'. My mother was upset then because 
the nurse had given out to me. Maybe I shouldn't have interrupted but I needed to know and 
she shouldn't have talked like that on front of my mother.' 

'After P's operation I was told why didn't I look for a free phone line. I asked the doctor to sign 
the form. He said to me 'You are looking for a free phone for a man with no tongue'. I will 
never forgive him the way he hurt me it was so dreadful. I tried to change my GP but the 
panels were full. I will tell him how much he upset me and the whole family. I had to beg the 
family not to go down to him. They wanted to report him'. 

Positive comments about satisfying care referred to staff with a tolerant and caring attitude. Some of the 

incidents are characterised by small gestures which nevertheless mean a lot to the relative interviewed. 
Gestures that valued the patient as a person were appreciated by relatives: 

'I liked that they were so concerned for us and we didn't feel we were in the way. They didn't 
object to us being there in the intensive care unit. They treated you as a person, not just a 
nuisance' 

The home care nurse brought her own car to bring A and I to the hospice. She brought her 
own car because she thought the ambulance might frighten A. She was very thoughtful and 
sensitive' 

'He died in my arms; the nurse said keep talking for a minute. When the nurse came in and 
said she wanted to prepare him I spoke to the nurse about the arrangements and she burst 
out crying which was very touching that she had bonded with E' 

'On Christmas day a student nurse came in and said that her uncle had asked for (mothers 
name) and that she had to give a message that he hoped she had a very happy Christmas. 
The uncle was the professor who had looked after her, who was on his own Christmas time 
and he had thought of my mother. I thought that was very nice. I always imagine that when 
they go home they leave their patients behind them, I thought it was lovely. It makes you feel 
important more than just a patient'. 
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SECTION NINE 

Conclusions and recommendations on quality of care 

Conclusions 

This study is based on the regional study of care for the dying (RSCD) which the authors referred to as 'a 
contemporary account of dying and bereavement' (Addington-Hall and McCarthy, 1995). The information 
contained in this report gives an account of death in an acute hospital, with and without the involvement 
of palliative care services. This includes hospital palliative care service outcomes such as referrals to 
home care, deaths at home and death at the hospice. 

Care of patients and their families over the twelve months prior to death was the focus of this study and 
conclusions relate to quality of care in both specific and general. While benefits of palliative care 
involvement are identified (for example in the provision of choice about treatment), this study is not 
intended as an evaluation of the palliative care service at SJH. Comparisons across treatment routes are 
made with caution since many factors, including those relating to patients, their families, illnesses and 
professionals will have determined the treatment route experienced. In line with the philosophy of a 
'palliative care approach' as an ideal for all clinical practice, the study traces relatives' views of patients' 
experiences of different health services in their last year of life. 

A palliative care attitude 
The key principles of palliative care were shown to be demonstrated by primary care, hospital and 
hospice health professionals. Sensitivity, respect, regard for patient choice, provision of information and 
care for the family were all demonstrated in the majority of instances. The likely impact of the palliative 
care service at Saint James's Hospital was demonstrated in that higher positive palliative care attitude 
ratings were made by relatives whose loved one had come into contact with that service and later died 
in the hospital, at the hospice or at home. There is scope for continued emphasis of the palliative care 
approach through formal training and day to day guidance and example by the palliative care services 
throughout the hospital. 

Palliative Care Service at Saint James's Hospital 
The service at the hospital was viewed positively by those who had come into contact with it. Not all 
relatives were aware that their loved one had been referred to palliative care services at the hospital. This 
may be due to a combination of facts, foremost amongst them the fact that the palliative care service 
works in parallel with the clinical team and so provides an integrated experience of care. It is debatable 
whether a truly integrated service would mean that palliative care services, per se, would be invisible to 
patients and families. 

Part of the implicit role of the palliative care service may have influenced the generally positive findings 
in terms of overall hospital care and this should be encouraged. Some recommendations on 
organisational structures for palliative care acknowledge the utility of role models: 

"training programmes also need to have role models in the care of dying patients who can 
serve as mentors for students, house staff and fellows and teach by their example ". 

(Emanuel and Emanuel, 1998) 

The involvement of a palliative care service was seen to positively influence patient choice over 
treatment, over location of death and patient and awareness of the possibility of death. Similar results 
were found in other studies (Ellershaw, Peat and Boys, 1995). 

Symptoms and their control 
Effective symptom control is also a primary objective of palliative care. There was no evidence that 
patients referred to palliative care experienced any more distressing symptoms than other patients 
although non palliative care patients were more likely to experience trouble breathing. The presence of 
symptoms in the last week of life did not vary by palliative care involvement. The study shows that 
patients experienced multiple symptoms and usually for long periods of time. Symptoms that were rated 
as most distressing were vomiting, loss of bowel control, anxiety and pain - experienced as 'very 
distressing' by between 58 and 66% of those experiencing them. Loss of bowel control was also the most 
distressing symptom in the RSCD study with 74% experiencing this symptom. 
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Overall symptom control at hospital and hospice was favourably rated, including for non- palliative care 

patients. At home however, general practitioner management of pain was noted as lower (41% receiving 

complete relief). The relatives' perception of incomplete pain control was positively related to rating of 

general practitioner care. Pain and symptom control at SJH was not related to ratings of hospital doctors' 

and nurses' quality of care as excellent or good/fair/poor. 

Relatives' ratings of symptom control compared favourably with the RSCD as shown in table 9.1 below 

(Addington-Hall et ai, 1995). 

Table 9.1: Symptom control compared with symptom control in 

1990 Regional Study of Care for the Dying (in brackets) 

At home in the last At hospital in the last 
twelve months of life twelve months of life 

Pain relieved completely all 
or some of the time 41% (53%) 71% (65%) 

Trouble breathing relieved 
a lot or some 88% (65%) 87% (77%) 

Vomiting relieved a lot or some 75% (60%) 92% (67%) 

Constipation relieved a lot or some 74% (65%) 86% (70%) 

I 

I 

Where relatives felt that all possible treatment was not given to their loved one, the type of treatment that 
they felt was omitted was most likely to be symptom control. 

Terminal care (management of patients in the final hours or days of life) was problematic for some 

relatives who spoke about poor pain control at that time during the qualitative phase of the study. 

Ratings of care in the year before death 

Overall ratings of particular aspects of care were positive and these are given in table 9.2 below to allow 

comparison. Three quarters of those whose loved one received palliative care from the palliative care 

service at Saint James's Hospital rated the care as excellent. Hospice care was rated very positively, it is 

important to note however that these judgements are based on small numbers as the numbers of 

relatives whose loved one experienced hospice care were few. Palliative care services in the acute 

hospital setting are intended to offer choice and options other than hospice care while maintaining a 

. hospice approach. 

Fakhoury et al (1997) had noted an association between carers' psychological distress and their ratings of 

care from hospital doctors; smaller numbers of those with high distress ratings care as 'excellent'. This 

finding was not replicated here. Similarly, levels of psychological distress and ratings of overall health 

were not associated with rating of the quality of health services. 
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Table 9.2: Relatives' rating of aspects of care in the twelve months prior to death 

Excellent Good Fair Poor 

Various aspects of care 
from the nurse at home 52 (62%) 16 (19%) 12 (14%) 4 (5%) 

Various aspects of care 
from the general practitioner 61 (45%) 39 (29"10) 16 (12%) 18 (13%) 

Various aspects of care 
i 

from doctors at 5..IH 64 (43%) 54(36%) 21 (14%) 110%) 

I 
Various aspects of care 

: from nurses at SJH 100 (66%) 29 (19%) 12 (8%) 10(6%) 

! 

Various aspect of care from 
the Palliative Care Service at SJH 37 (71%) 12 (23"10) 2 (4%) 1 (2%) 

Communication between relatives and 5.JH staff 44 (29%) 54 (36%) 28 (19%) 24 (16%) 
I 

Various aspects of care from doctors at tile hospice 19 (83%) 4 (17%) 0 0 

Various aspects of care from nurses at SJH 23 (100%) 0 0 0 

Communication between relatives and hospice staff 15 (68%) 6(27%) 0 1 (4%) 

Overall care 63 (43%) 54 (37%) 24 (160/0) 5(4%) 

Breaking bad news 
The way in which diagnosis and prognosis is communicated to patients may determine patient behaviour 
and later physician/ patient interactions and family coping or adjustment after the death although more 
empirical work is necessary to explore the relationship. The link between good communication and good 
medicine has been established and links made to patient satisfaction, adherence to medical treatment, 
health status and recovery period (McGee, 1992). While breaking of bad news is stressful for medical staff 
as well as for the patient and family (Ptacek and Eberhardt, 1996), Doyle (1996) describes the breaking of 
bad news as 'the start of palliative care'. 

Consensus recommendations for breaking bad news developed from the literature consider 
recommendations around the physical setting and the message itself (Ptacek and Eberhardt, 1996). The 
physical setting should be a quiet and private location. There should be plenty of time with no 
interruptions, a person should always be told face-to-face with use made of non verbal communication 
(e.g. sit close.to the person, avoid physical barriers!. The social support network for the person should be 
identified and be present if this is the patient's preference. 

The same authors outlined that recommendations for the message involve considering firstly what is said 
- (preparing by giving a 'warning shot', establish what the person already knows, conveying some 
message of hope, exploring and acknowledging patient's reaction and allowing for emotional expression, 
allowing questions, summarising the discussion verbally and in written form) - and secondly how it is 
said (with warmth, caring empathy and respect, in simple direct language with no euphemisms and give 
news at a person's pace, allowing them to dictate what they are told). 

I 

The qualitative data in this study in particular confirmed that when some of these principles of good 
communication were adhered to, the relatives appreciated this spending time, breaking news gently but 
clearly. Some relatives preferred to be told in a 'matter of fact way' - this emphasises the importance of 
breaking news to individuals, at the individual's own pace and to their level of understanding. Relatives 
also felt that the medical staff being available for further clarification and for discussion was very 
important. The use of written communication and documentation was not often mentioned as a feature 
of communication although some relatives spoke about instructions for medication being written down. 
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Certain principles of good communication seem to have been violated however, with some patients told 

bad news while alone with no social or family support. Some relatives were told in corridors and one was 

told over the telephone. The news was broken in ways devoid of warmth and sensitivity as far as some 

relatives were concerned. The removal of hope was particularly difficult to deal with and the use of 

euphemisms or jargon such as 'lesion' prevented the message being successfully passed. 

Awareness of the possibility of death 

Palliative care places a central importance on communication and informed choice. While the majority of 

patients were said by their relatives to be aware of impending death almost half of these had not been 

told directly as far as the relative knew. Doyle (1996) acknowledges that the patients will often have 

surmised the seriousness of a situation before being told because of 'a long time taken to reach diagnosis, 

vague euphemistic terms used to describe an illness, the behaviour of relatives or the arrival of relatives 

from a distance'. However this indirect knowledge may lead to fears about not only what will happen but 

how it will happen. From this perspective 'truth may well be the best antidote to unreasonable fear' (Doyle 

1996). 

Of those patients who were told, the hospital doctor was most frequently the person who broke the bad 

news. Results shows that relatives were told by the doctor when the patient may not have been. Some 

relatives specifically talked about the stress of ambiguity and not knowing if the person themselves knew. 

This ambiguity makes talking about the death less likely. At the same time, most relatives did not talk to 

their loved ones about the possibility of death and most remained glad of his fact. This may be a 

retrospective attribution or relative's actual preference its main implication however is to respect the 

wishes of the patient, his/her family and their preferences. 

Patients who had received palliative care were more likely to have been told directly of their diagnosis 

than those who did not receive palliative care. However, most patients and relatives who knew about the 

possibility of death did so for only a short time (less than a month before the death). This finding 

highlights the importance for health professionals of getting things right during this short, intense time 

period. This time will be amongst the most significant in the lives of close relatives of the patient. 

Communication and information 

Two thirds of those interviewed felt communication was excellent or good with the remaining one third 

feeling that communication with hospital staff was only fair or poor. While most felt they were kept 

informed the responsibility to ensure this was sometimes left to the relatives themselves. These relatives 

had expected more proactive contact from the hospital. Asking questions is an important part of 

communication for patients, relatives and staff. When relatives were assured they could ask questions or 

contact the medical team for further discussion, this was always appreciated. In particular, 

communicating to relatives the seriousness of a situation and any imminent danger was important to 

relatives. Through the course of a person's illness, half of the relatives felt they would have liked more 

information or explanation or to have found things out sooner. Some of the information required pertains 

to what type of services were available. This was particularly community-based services. The qualitative 

data showed some relatives dissatisfied with a lack of promised information, e.g. post mortem results. 

Communication between hospital and primary care was not the main focus of this study. However, lack 

of communication about the death from hospital to general practitioners and public health nurses was a 

difficulty for some. Protocols for notification once death has occurred is recommended. 

Choice 

The involvement of palliative care services was related to a perception that patients had enough choice 

about their treatment. Similarly relatives' assessment that both they and their loved one had enough 

choice about the location of death increased with palliative care involvement. While there was a 

discrepancy between relatives' views of their own and the patient's satisfaction with hospital death (with 

patients more dissatisfied), only 19% of patients had explicitly discussed where they would like to die. In 

other studies, the public's general preference which is to die at home (Position paper on palliative care, 

1996). 
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A recent development in the UK also emphasises the rights of dying people and their families to have 
freedom of choice. The 'Dead Citizens' Charter' outlines rights in the face of issues such as post mortem, 
planning of funerals and communication. 

Admission to hospital 

While the study did not specifically investigate ask about admission procedures to hospital. it became 
clear through the interviews that manv patients and relatives had been disturbed by the long waiting 

times in Accident and Emergency Department, by the repetition of questioning about their medical 
history and illness and by their uncertainty about what was going on. 

Privacy 

General privacy was rated as good by the relatives. Many of those sharing rooms during their 

hospitalisation were happy to do so although the majority of patients had been upset by other patients at 
some time. Comments made by relatives indicated that many would have liked space and privacy at the 
time of death. Relatives found this lack of privacy distressing not only for themselves and their loved one 

but also for other patients. 

Individualisation of care 

The study highlighted the instances where individually focussed care and consideration was necessary. 
Some relatives felt that patients had been told bad news too directly, others felt the message was not 
clearly given. Information needs of relatives themselves varied as did their experience during bereave
ment, in terms of the social support available to them. The critical incidents recount the particular features 
of the dying experience that relatives felt were dissatisfying and satisfying and these also emphasise the 
individual nature of evaluations. This reinforces the person-centred approach necessary to good quality 
care. The logical progression is to refer to patients themselves for quality of care and quality of life 
perceptions from the individual's perspective (Waldron, 1997, O'Boyle and Waldron, 1997). 

Patient versus relative perspectives 

There is evidence from the study that relatives and their deceased loved ones did or may have had 

differing perspectives on aspects relating to their illness and health care. For instance; relatives reported 
being more satisfied with where death occurred than they believed the person who died was; most of the 
deceased were believed to have preferred to die at home. An area of potential disagreement relates to 
disclosure of a serious or terminal diagnosis to patients. While patient views are not known from this 
study, a proportion of relatives were clear that they did not wish their loved one to be given a terminal 
diagnosis. This is a phenomenon which Faulkner (1998) refers to as 'collusion'. 

Carer burden and care at home 

The majority of people needed help while at home in the last year of their life and relatives bore most 
responsibility for this care. This caring role restricted the majority of relatives and a large number felt they 
could have done with more help (43% of those caring). 

General practitioner, public health nurse and home care nursing services were all evaluated favourably. 
Patients who died at home did not receive any more or less home visits from the general practitioner 
although they did receive more frequent visits from a nurse. One fihh of the relatives described a need 

for more home visits from the general practitioner and 10% felt there was a need for more night visits. Of 
the 60% of respondents whose relative had received help from a nurse at home, one third perceived a 
need for more help. 

Bereaved relatives 

The median length of time that had passed between the death and research interview was sixteen 
months. At that point, 41% of relatives were experiencing psychological distress as assessed by the 
General Health Questionnaire (GHQ, 1:2 item format). Adjustment to bereavement (missing the person, 
loneliness, ability to look forward to things, coming to terms with the death, general well being) was 
poorer for spouses and relatives who had lived with the deceased person. Formal interventions for 
relatives in the home aher the bereavement were rare. Most relatives had visited their general practitioner 
in the time since the death. It is notable that one third of bereaved relatives felt that their health had 
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disimproved since the death of their loved one. Relatives were relying primarily on their own social 

supports to talk about their feelings. One quarter would have liked to talk to someone else about their 
feelings; often their preference was to someone who knew the person who died. 

A large research literature documents the risk associated with bereavement - both for psychological and 

physical morbidity (e.g. Woof, 1997; Parkes, 1993). Interventions such as counselling are proven to be 

effective if they are provided for a targeted group - namely those deemed to be at risk. This study shows 

that many close relatives are significantly distressed some considerable time from bereavement yet 

professional support is the exception for such relatives not only with regard to formal offer of 
bereavement services but in the lack of formal risk assessment. Pay ne and ReWs 1994 survey of palliative 
care services and teams also showed a low rate of risk assessment. 

Study design 

The impact of research invitation and the research interview on bereaved relatives could be assessed in 

future studies. There was little or no expressed negative reaction from relatives in the current study 
although those who did not respond may have held opinions about the acceptability of being contacted 
at all. Parkes (1993) notes the possible value of a 'second ceremony', of 'taking a step towards a new 

social identity' months or years into bereavement. St Christopher's Hospice tries to formalise this sense 
of closure or moving on. According to this model the invitation to research and the research interview 
itself is an intervention in the bereavement process. 

While delineation between research and support roles should always be preserved, support protocols for 
interviewees who may be at risk should be developed for any similar studies. The following headings may 

be useful although the development of risk assessment tools which could be used on the basis of one 
meeting would be useful: 

Assess level of upset 

Explore available support both formal and informal 

Identify available support both formal and informal 

Suggest other sources (e.g. general practitioner) 

Ensure research contact number is held by interviewee 

Provide accredited bereavement counselling information if requested 

Follow up telephone call, if concerned. 
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Recommendations 

1 Promoting the concept of a good death 

The central tent of palliative care is facilitation of 'a good death'. Many individuals and services within the 

hospital and beyond contribute to this overall experience for patients and relatives. The point of departure 

for optimising care at this uniquely important time is dialogue. Death must be afforded an important 

position in the business of the general hospitals of contemporary Ireland. The information outlined here 

highlights the emotional intensity associated with the period around the death of a person and the 

concerns felt by relatives. In line with the promotion of a palliative care approach this research should be 

made available to hospital staff through presentations and other forums. The overall finding is of high 

quality care for the majority of patients and relatives. Information allows both the positive and negative 

features of care to be considered by all hospital staff. A steering group should be established to initiate a 

hospital-wide consideration of the care of dying patients and their families using this study as a starting 

point. This group should develop practical recommendations on how to improve the experience which 

can be resourced by the hospital and evaluated for their efficacy. 

2 Communication 

The need for specific training in communication is strongly reinforced by this report. Emanuel and 

Emanuel described this type of training need in their 1998 review: 

"Clinicians must receive training in communication, not general communication skills but skills 

specific to the concerns of dying patients. Clinicians must be as comfortable in talking to 

patients about the dying experience as they are taking a history of angina". 

Timing of this training must be set to match the onset of these challenges for hospital staff and include, 

but not be exclusive to medical personnel. 

3 Awareness of death 

The responsibility for informing patients about their diagnosis and prognosis should be formally 

assigned. Protocols outlining roles, the presence of support staff, and the inclusion of family members 

and clarification of information passed to other staff should be developed. Flexibility for allowing 

individual preferences for information disclosure and elaboration needs to be preserved. 

4 At time of death 

Privacy considerations at the time of death were seen as particularly important to relatives. Provision 

should be made for privacy including the option of a private room at the time of death. 

5 Palliative Care 

The report documents the benefits associated with a hospital based palliative care service. Many more 

people died in hospital than in a designated hospice. This makes benefits of palliative care in a general 

hospital more important. The palliative care service should continue to be supported in its developments 

in Saint James's Hospital. The nature of consultations from other teams should be critically evaluated in 

order to identify methods of most effectively delivering specialist palliative care. These methods may 

range from direct service delivery for individual patients through focused educational strategies for 

groups of staff. 

6 Symptom control 
While relatives generally felt that health professionals tried hard to control symptoms, the majority of 

patients were seen to suffer multiple symptoms in the week before death. Qualitative data showed the 

unacceptability of this for some relatives. Continued education about symptom control mechanisms 

across specialities is necessary as is the implementation of clinical standards for symptom control. 

Communication about difficulties in symptom control may be particularly important in managing relative 

and patient distress 

7 Accident and Emergency and out-patients services 

Delays at busy out-patient clinics and busy Accident and Emergency Departments were perceived as 

being very distressing for some patients. Patients with advanced and progressive illness or a short 
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diagnosis should have immediate access to care through Accident and Emergency. Repetition of 

questions about illness and clinical history at each visit to Accident and Emergency should be avoided. 

Patients and families should be kept informed through their stay at Accident and Emergency department. 

8 Bereavement follow up 
A large proportion of relatives (41 %) were experiencing severe psychological distress at the time of 
interview as measured by the General Health Questionnaire (GHQ-12). A formal structure for bereave
ment follow-up is needed. While bereavement is a natural process, associations with morbidity have been 
demonstrated in the literature. At present there is no formal risk assessment for relatives and no formal 
follow-up. Risk assessment and intervention strategies need to be developed in conjunction with 
community and primary care services and should strive to complement both these services and the 
natural networks of the bereaved rather than supporting either one. 

9 Future research 
More generally, further research on the current context of, and attitude to, death in Ireland would 
aid as a baseline to evaluate change in perceived quality of clinical care, health professionals 
attitudes and the expectations and attitudes of the Irish population regarding death 

The use of bereavement risk assessment tools should be evaluated, with reference in particular to 
specific bereavement interventions - ranging from telephone contacts, follow up letters, home 
visits, brief intervention or offers of counselling 

The main exclusion criterion for this study was length of time in hospital - those patients who had 
spent less than 24 hours in SJH or who were dead on arrival were excluded. The management of 
emergency care and traumatic death merits separate examination for its effect on patient, family 
and health professionals. In this context little opportunity is available for development of rapport 
or phased introduction of news about prognosis. The challenges in facilitating a good death are 
magnified significantly for professionals in this setting 

The instruments used in the present study could be used in future studies in order to facilitate 
comparison with this data and with the information from the Regional Study of Care for the Dying. 

10 Study design 
The benefits of telephone contact in obtaining a good response rate were noted. It is recommended 
that future studies use a combination of written invitations to interview with follow up telephone 
call 

Support protocols for interviewees who may be at risk should be developed 

This study did not include explicit questions on admission to hospital and in particular admission 
through Accident and Emergency Departments. Future research should gather empirical data on 
this issue 

This study did not take into account the possible influence on the relatives of life events since the 
bereavement (for example a further bereavement, loss of a job, illness). Future studies should 
include a measure of subsequent life events 

The impact of research invitation and the research interview on bereaved relatives could be 
assessed in future studies. 
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ApPENDIX ONE 

TEXT OF LETTER OF INVITATION 

Dear 

My name is 

and I am a researcher at the Royal College of Surgeons. I have been asked to undertake a research study 

for St James's Hospital and the Irish Hospice Foundation. 

Could I firstly extend my sympathy to you on your own recent loss. 

I would like also to explain what the research being carried out involves. We hope to talk to people about 

how the health service, hospitals, doctors and nurses worked both for them and for the person who died. 

It is equally important for us to hear about what did not work and what could have happened differently. 

I would very much appreciate it if you would agree to speak to me about your experiences. The meeting 

would last for about an hour and a half. I would be happy to meet you either in your own home or in a 

room at the hospital, whichever is most convenient to you. I understand that this may be difficult for you 

but I hope that the research will provide some very useful information to help Irish hospitals improve 

services for patients and families. 

All of the information will be treated confidentially. Further information on the study is given in the 

enclosed leaflet. Your name was made available through central hospital records. 

I will telephone in the near future to arrange an appointment for us to talk. If you think someone else in 

your family or a friend should speak to me instead I will get their name and address at that time. If you 
would like me to tell you more about this research or if you have any questions please feel free to contact 
meat __________________________________________________________________________ __ 

Thank you for your time, I look forward to speaking to you, 

Yours sincerely 
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ApPENDIX Two 

TEXT OF INFORMATION LEAFLET 

Quality of health services for dying patients 

Survey 

We at Saint James's Hospital would like to offer our sympathy to you on your recent bereavement. 

Looking after patients who are seriously ill or dying is a very important part of the work of a hospital. At 

Saint James's we are always trying to provide a high quality service in all of our work. To do this we value 

feedback from patients of the hospital and their relatives and friends. 

How we need your help 

We want to ensure that everything is done to provide the best possible service to patients and relatives 

or friends at this difficult time. We believe the best way to do this is to ask for the views of those who have 

used our services. We invite you to take part in a study about your experiences and those of the person 

who died. We would like you to tell us about parts of the service you found helpful, what could be 

improved and so on. 

What would taking part in the study involve? 

A researcher based at the Royal College of Surgeons in Ireland will telephone you and arrange to call to 

your home, or met you in the hospital if you prefer. She will ask about your experiences and opinions. 

This would take about an hour and a half. Your participation would greatly help us in planning our 

services for future patients. 

What happens to the information I give? 

Information provided by you is confidential. The researcher involved does not work directly for the 

hospital. None of the information you give will be shown to the medical team or other people you may 

have met in the hospital. Your views will be combined with those of other relatives and friends to provide 

a picture of current services. We hope to talk to around 200 people. 

We again extend our sympathies on your bereavement. We also look forward to hearing your views. If 

you would like to talk to anyone in the hospital about the study please phone between 9.30 am and 
4.30 pm Monday to Friday. 
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ApPENDIX THREE 

CRITICAL INCIDENTS OF CARE RECOUNTED BY RELATIVES 
AS DISSATISFYING ASPECTS OF SERVICES 

Access to services 
Discrimination 

Medical card 

Palliative Care 

Home care 

Hospice 

Admission 
Delays in Casualty 

When I called for an ambulance they asked what age is she and when I said 
80 they said no, you have to go to your GP. An hour and a half later the 
radio doctor phoned and got her in. He said some people try to get their 
relations into hospital after a fall or whatever. But we had never done that. 
"It was dissatisfying to have to fight to get in the very least you would 
expect is that an ambulance would come". 

Because he had no medical card he couldn't get a nurse to come to the 
house. He couldn't get the ambulance for the hospital either because he 
didn't have the medical card. I even tried to pay for him. The nurse said he's 
either on the system of not, you can't pay. But his legs were so bad with 
ulcers. 

That really disappointed us. They (Palliative care staff) came and talked to 
us in SJH but then they wouldn't come to the home. The social worker told 
us because it wasn't cancer. We didn't have the medical know how, we 
would do everything else. 

I panicked the night before she died and I rang the home care nurse. They 
talked to me over the phone and tried to give me advice but I found that 
very distressing. I would have loved if one of them could have called into 
me ..... She was vomiting blood and panic was setting in with me. They 
advised me to give her something to calm her down but I didn't know what 
was going on. Even if they'd said to phone the GP; but I'd like them to have 
called to say it's alright, I was giving symptoms over the phone. You 
wonder if you don't get as much attention because you're not paying for it. 
Maybe you could get a visit if you paid. 

I had three children to look after. My husband had a heart attack and was in 
the hospital. Uncle was very sick at home. On Holy Thursday I begged for 
the hospice to take him, I begged the home care team. It was the nurse 
visiting for the home care team that I asked. She suggested James's but I 
couldn't put him through that. There was no help when you needed it. The 
public health nurse was the only one. We eventually got a nurse ourselves. 
I broke down and cried, there was no one I could hand over to, I was out of 
my mind. 

(As there was no bed in SJH patient was admitted to [another hospital] on 
a temporary basis). Coming from the [other hospital] after one night to be 
admitted to SJH we had to go through Casualty. We waited from 6 pm to 
12. She had been accepted the evening before at the [other hospital] in 
5 minutes. W~ were moved from cubicle to cubicle and eventually put into 
a day ward and 7 of the beds were empty so what was the delay. It was 
very very hard on her. To go through all that was absolutely ludicrous. I 
have very strong feelings about that. (Made point very strongly, one of his 
reasons for agreeing to interview). 

She was 13 hours on the trolley, if she needed the toilet she'd have to get 
a commode. She spent an inordinate time in the cubicle and they knew 
from their records that she was on a short lease of life. She had to go 
through all the processing. There should be wards for people who are 
terminal. They shouldn't have to go through that. Drunks and people who 
are terminally ill shouldn't be treated in the same way, processed through 
Casualty. 
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History taking/records 

General treatment 

On a few occasions he went through A&E and he had to go through the 
whole examination without his records. If you already have a long history 
it is a woeful waste of everyone's time to take long histories when it has 
already been done. You should be able to punch into a computer. You're 
going in there when you can hardly breathe and they have you on a trolley 
going on about details they already have. 

Inappropriate routines/ rules He was sitting in a chair 3 days before he died and he kept asking to go to 
bed. We kept asking them to put him to bed but they said no they had to 
wait 'til he had his tea. But he wasn't even eating, he was being fed through 
a tube. They should have put him to bed instead of leaving him like that. 
We even asked the men who go around the ward, I don't know what they 
are called 

Lack of supervision/care 

Didn't treat or refer 

One particular day they told her she was going for a procedure they called 
it. They took her out of bed and left her at the side of it from 8.30 am. She 
was sitting on the chair and hunched over the bed. Three of asked during 
the day if she could be put back into the bed so that her back would get 
some relief. They said no she had to be at the side of the bed waiting for 
the ambulance. At 4 pm when I asked again if she could get into the bed 
they said yes because the procedure was cancelled and the ambulance 
wouldn't come at that time. She just wasn't able for that. 

The day I was told he was terminally ill I went in and told him he was 
coming home. It was 4.20 the next day I went in to get him. They were 
writing a prescription for him only for his next medication. I asked for 
enough to tide me over for the next day because I was worried about 
getting to the chemist. The nurse snapped at me and on front of my 
husband 'We do not dispense medication from this hospital'. He (husband) 
was very upset at the tension. They weren't nice at all. I didn't care if I had 
to pay for them I just didn't want to be left without the tablets. 

Hospital staff would say 'Did you have your dinner M?' and he would say 
yes and they believed him. But we had been there all day and he hadn't 
eaten. We explained he had Alzheimer's and would say things to go along 
with things but nobody listened (Family very disturbed that father did not 
get proper care because doctors and nurses were working on 
'misinformation' provided by a very confused man. The nurses weren't 
recording when he was vomiting). 

I felt she'd been left a while on her own when she died and that she'd been 
having trouble breathing. Because her mouth was open and rigor mortis 
had 'set in. They had difficulty Closing it. She died with no one there and no 
one discovered it for a period of time. 

When we went in to see him one morning he was curled up in the bed and 
the bed was dirty. An old man said that (father) had fallen out of the bed. 
We asked to see the doctor at 8.30 am and didn't see the doctor until 3 pm. 
After falling out of bed the doctors should have been there immediately. 
One of the team should have checked him every 2 or 3 hours. 

They didn't offer her chemo and I didn't know why. That gave me a lot of 
trouble. Eventually I asked the GP and she explained. 
She wasn't well with diarrhoea, panel GP came and said she'd be okay and 
gave a prescription. A few days later she had a bad headache and (I) called 
the GP stand-in for our own Gp, a different doctor again and he just did the 
same thing. And then days later another GP and the same thing again - I 
knew she should have been in a hospital. That first week having three 
doctors, Sunday, Wednesday and Saturday. Saturday in particular she 
should have (been in hospital). 

70 

I 



Problem with procedure 
or treatment 

Food 

We thought they'd killed him. The doctor told us that the tablets that they 
gave him didn't work and they needed to get them out of him as quick as 
possible. Then he was in a type of coma, semi conscious. the doctors went 
in and worked on him and we never saw a doctor after that. Not even when 

he died. They never came back to explain what had happened, about the 
tablets and the coma. If they had explained you'd get over it better. We felt 
they had overdosed him and were trying to get it out of him. I couldn't 

believe the change in him. He was independent and then all in one day it 
\ 

stopped. They didn't come near us because maybe they didn't know, 
couldn't explain. 

One day I came in and there was blood everywhere from taking blood. The 
veins in her hands must have collapsed. But her hands were unsightly. 
Someone in the hospital told me that shouldn't have happened. She was 
very distressed. After she died we even asked the undertaker to cover her 
hands they were so bad. 

Had the transplant and for 3 weeks everything was fine. Then suddenly he 
went off his food .... For a long time they supposedly couldn't find the 
cause. On the ward round they said they couldn't find a cause and thought 
it was psychosomatic and they were getting a psychologist. I said 'but he's 
sick'. The consultant told me this on front of loads of people. I as very angry 
at the way he told us that. He was obviously ill. .... The fact that the 
psychologist wanted to see me too made me think do they think that we are 
a dysfunctional couple. 

He got a face/jaw infection. His face was swollen up like the elephant man. 
They were taking the tube out and washing it down with ordinary water. 
They didn't use sterilised water. That is how he got the infection. His hands 
were swollen too. Within two days of being in the hospice that was cleared. 

The food was horrendous and unsuitable. Every evening a big fry put in 
front of you. Unsuitable for anyone sick. 

Symptom control and medication 
The drugs were too strong. she was hallucinating. I think they should have 
noticed. When I spoke to the doctor he said we'll reduce the drugs and she 
was fine after that. 

E was in a lot of pain but they couldn't give him the proper painkillers until 
they tried 3 before. And they wouldn't work. Watching them screaming in 
pain is something else. The pain control should be looked after straight 
away. When the hospice was brought in they sorted it out but that was only 

the week before he died. 

(After a procedure in the hospital the father completely changed personality, 

was shouting, screaming, singing at the top of his voice. This continued 
from Tuesday to Sunday with no break, even for sleep.) 'He was crazy. 
Whatever had happened at the test he was a completely different person. 
They should have got a doctor, something should have been given to my 
Dad; he was worn out. You got no back-up from the hospital and no 
reassurance. Maybe he had taken a stroke or something but nobody said. 
Nobody seemed to give a car~.That was the worst time in our lives. To see 
him afterwards in a coma was a treat. The death was one thing but that was 
worse. The consultant said on Monday 'I believe he had a weekend of it, 
that won't happen again I guarantee you'. 

71 



She was gasping, choking and stuff coming out of her mouth still, the 

family were arriving. The staff nurse said the doctor's here to prescribe. 

Outside at the desk he said to me 'How do you find your mother?' I said 

'ghastly'. He said 'Is she depressed?' I said she's dying isn't she? And he 

said yes so I said 'She might well be depressed. He then prescribed the 

morphine without seeing her. 

Two hours later she was getting more distressed. I got the nurse and told 

her the morphine was making her worse. The nurse went in to check and 

found the morphine hadn't been going into her :... she was rapidly 

deteriorating and no ease. The staff nurse phoned the doctor who said to 

put in a new tube and double the dose this was around 3.30. The new 

dose didn't ease her gasping, her breathing, her frightened eyes, it was a 

horror. 

(Mother's breathing was bad. Daughter asked junior nurse to get the doctor 

and she said yes.) 'Half an hour later I asked where the doctor was' and the 

nurse said 'There's nothing she can do; she's dying' (This annoyed 

daughter as it was said on front of mother who may have heard) 'they say 

hearing is the last'. 

Communication The professor went on holidays four weeks into the treatment and we 

Information was not given weren't informed, should have been. 

Communication between 

professionals 

Listen to and 

respect the patient 

Listen to and 

respect the family 

My dad came home from SJH with his prescriptions and I didn't know what 

they were for. It took the hospice doctor to explain. 

We had to ask if chemo or radio therapy would be of benefit and the reply 

was 'no harm'. After his operation there should have been discussion. I 

think if a family didn't know what to ask or how to they would be very much 

disadvantaged. I felt I lead questions. I thought because my name was next 

of kin that I was in a system and they would pick you up to discuss with 

you. 

The GP didn't know that E had died, or even that she had moved hospitals. 

The hospitals should keep in touch with GPs. 

The matron said 'Make sure he takes his tablets, the blue ones etc.' and he 

was standing beside me. The nurse asked 'Does he have any pain?' rather 

than ask him. My father was not senile but they treated him that way. 

He had been given advice about therapies for the tumour, one of which was 

surgery. He had decided he didn't want it - it would have been very difficult. 

Another surgical consultant (stand in) was brought in and made a swift 

decision to operate. A secretary rang one day and said 'we have a bed for 

Mr 0, bring him in'. Only for we were well versed in what this involved he 

might have let it happen, he was a compliant man and would have done 

what he was told. They had made a decision without consultation, others 

may have gone along with it. 

The doctor never spoke directly to S. He talked above him. The professor 

spoke to his doctors instead. He was very aloof, too busy maybe. 

D. was starting to wet the bed and forget things. (Met with the doctor in the 

hospital) I found it was very difficult to be specific about these things in 

front of him, I felt like I was being disloyal. I think in these interviews there 

should be a separate part for the relative, there is more I wanted to say. The 

GP had always taken me out or spoken to me separately. 
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Failed to notify 

about deterioration 

Telling the a patient bad news 

After he died everything was explained, a body bag was needed and we 

were prepared for that. But on the night he died it was a Saturday and the 

team we were used to dealing with weren't on. A doctor unknown to us 

came in and asked us to consent to an autopsy. This was a complete shock 

to us. We hadn't been told. She actually came in to the room where my 

brother was laid out to ask my father to sign a form, it was very badly 

handled. After the post mortem we did feel better about it when it was 

explained it would help other people and we were glad about that. 

We asked once 'How much does M know?' and they wouldn't tell us. I don't 

know if it was a doctor or a ward sister. We wanted to know what she knew 

and we weren't the type to ask her'. 

I went into the ward on a Wednesday night and there was someone else in 

the bed. I looked around and saw her in a room on her own and she was in 

a very agitated state. It was a pity that they hadn't phoned me to say she 

had disimproved. I found that very distressing. 

It just looked like she was asleep when I got in. the nurse asked if I'd seen 

the doctor. She went to look for him and brought another doctor in half an 

hour and he explained how serious it was, that it was a matter of time. I felt 

guilty. If it had been explained how serious the situation was I could have 

stayed over night but I had no idea. People should be told the worse case 

scenario and what could happen so you can prepare. Even if they only give 

an opinion. Surely they've seen it so many times before they would know 

and could advise people to stay on, at least you give them the choice. 

We had always said 'Please phone me if M calls me or wakens or has any 

change'. On New Years day my brother went down at 1Oam, he phoned and 

was very distressed ..... I went down and M was absolutely gasping. M had 

froth coming out of her mouth and this is what my brother had discovered 

and he was so distressed. We still don't know how long she was like that. 

My other brother had left at midnight the night before, we don't know if it 

was 10 hours or 10 minutes. They knew we were the type of family who 

would have come night or day. We would have been there at night if they'd 

let us, they never called. Not being contacted was a big issue for me. The 

last we'd seen her was midnight. We had distinctly asked them to call. 

Didn't tell They wouldn't let me cry in front of him or talk to him about dying. They 

said if you want to cry don't do it on front of him, there's a room over there. 

One day I went into him from that room and he said 'Were you crying?' I 

said 'I was just upset'. He said 'If I was upset I would tell you why. I wanted 

to talk to him but they had said not to. I den't think that's right. We had 

never told each other lies and by me saying 'I'm just a bit upset' it was a 

kind of lie. I don't know for what reason they didn't want him to know, I 

don't know what they thought but I wasn't happy about it. I pray to him 

every night to forgive me for the lie. I regret that I wasn't able to talk to him 

about death, but I wasn't allowed. If I was dying I would like to know. 

ShOUldn't tell My mother made us promise that if she ever got anything not to tell her, 

she didn't want to spend her last days worrying (My sister had died of 

bowel cancer at the age of 52). We all agreed. When she was first taken in 

to SJH she didn't know. It was my job to consult with the doctors. I told a 

lady doctor that mother didn't want to know and that we'd agreed. The 

doctor said 'No, you have to go outside, I'll examine her'. We weren't sure 
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Told alone 

Too direct orinsensitive 

if she told her (my mother). Later a male doctor came to examine her and 

he was feeling her stomach. He said 'I can feel a lump there - have you a 

tumour?' I took him out and explained what he had done wrong and he 

apologised. Biopsy confirmed the tumour. It was night mare for us to try 

and keep her thinking it was a hernia. When she'd get the pain she'd think 

the biopsy caused it. We think we managed to keep it from her but we had 

problems because medics didn't agree with us. So many people didn't 

agree - but we had promised. I would have to chase the ambulance to 

Casualty to make sure I was there in case anyone started talking to her 

about tumours. 

The doctor called me in and explained what was wrong and told me he had 

already told my mother. We were then sheltering each other and didn't talk. 

If a person is that age could a person not be with their parent when they're 

told. It would make it easier to talk about. They'd know we know and we'd 

know they know. Her not knowing we knew, that's what I found so hard. I 

think at that stage they should just say you have a blockage, not say about 

cancer if the person doesn't have the strength to get over it. (I) would have 

preferred if she hadn't been told. I still go back to if they had told us all 

together that we could have planned and talked about what she wanted. 

We talked to the team and they said they would wait until we were there 

before telling him (i.e. telling father what was wrong with him). We 

arranged to met them at 4.45 and they would tell him and then we could go 

in to him because he wouldn't be able to take it in. 

When we got there he had been told that morning and none of us were 

there. He was really into himself from then on. We had wanted the family 

to be there. I was fuming. They said they had to tell him because this doctor 

from the hospice was coming to speak to him and he was going to build up 

a relationship with him (father). We didn't get to say what we wanted to say 

because they didn't wait and told him before. We wanted to comfort him. 

Do they not take a big risk telling a 78 year old about cancer without anyone 

of his family being present? Is there a protocol. Maybe it was my father's 

choice, I couldn't say. I don't know how wise it is to tell someone when 

they're on their own. We don't know how long he knew before I got there, 

how many hours he'd been fretting. Should have said could we be there to 

go in after. They took the risk of him passing on wrong information. It was 

a risk. 

Rat a tat, rat a tat breaking the bad news in a brutal way. J asked 'but what 

about a bone marrow transplant?, and the consultant said 'I'm telling you 

no, no. There's no point putting good bone marrow into you to be 

contaminated by the cancer cells'. It shouldn't have been so brutal. 

Went to see the professor. He was sitting at an angle, with me out of his 

view. He only addressed my wife, never made contact with me. Every 

question she asked he was negative about, like Mike Tyson whacking her, 

blow after blow, punch on one side and then the other. He said he was 

giving a woman chemo before Christmas and she was very sick, he was 

sorry he gave it to her and he said 'mind I was giving it to her for cure' as if 

to say - not that I would give it to you for that. We went in to see him and 

he said, I can't remember the expression, but that there was no hope. She 

would know the questions to ask. He said there were secondaries. She asked 

why didn't he remove them, he said because there were too many. She said 

'Do I have no hope?' He said 'no'. I remember coming out that evening and 

sitting in the car and cried for an hour, and came home and cried again. 
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Telling relatives bad news' 

Because there was no hope given. The way I would approach it is I would 

say this is the illness and if asked I'd say 'I don't know but I will treat it: They 

should leave some hope. You wouldn't be denying the person the 

information; some glimmer of hope not false hope. You can still be honest. 

Didn't tell The question of donation came up and he had a card, we knew he would 

have wanted it. They said they did a brain stem test. We didn't know they 

were telling us he was dead. We didn't give up hope, we didn't want to 

believe it. There was a lot of delay and we didn't know why. You'd be told 

to go out and you didn't know why. We should have been told why, there 

was a lot of confusion. A couple of times we had to ask if they'd forgotten 

us. It turned out there was a delay in letting morphine out of the organs 

before Beaumount would accept it. That was why they had to do so many 

test, maybe blood tests and urine tests every few hours. (It would be) 

definitely better if they explained what they were doing, we were afraid to 

leave. 

Location/ privacy 

Too direct or insensitive 

Doctor said the operation was very serious but he would pull through. They 

said he would be in intensive care for 1 week and then in the hospital for 3 

weeks. He haemorrhaged at the operation and they opened him three times 

to pack the bleeding. He never woke up and died 8 days later. He was 

chatting away the day before. They said he was very seriously ill but they 

never convinced us he was going to die. We never saw the doctor again 

and D had all his faith in him. My sister thought that meant he was 

implicated in some way, had done something wrong. (We) feel that 

something went wrong. Doctor's assistant spoke to us but it was so casual. 

The nurses didn't help us to understand how serious it was, they'd say 'We 

want him to wake up too'. I think they should prepare you. 

No one had mentioned could they speak to someone. I had to go ask for an 

appointment I went to the doctor and got the impression that the doctor 

was disappointed at his (father's) deterioration. My father went out and I 

asked questions. Most importantly I said 'I've just put my father down for 

the hospice am I being alarmist?' He said 'Not really' ... I felt he should have 

maybe been more open, given some guidance. I think he caged up when I 

told him what I thought was wrong. That as a professional he didn't want 

to admit death. That was a very disappointing thing. 

The only word I would connect cancer with is cancer. I heard the word 

'growth' 'cyst' and 'lesion' but I didn't know what they were talking about. 

I was standing at the bed with a load of visitors and I was called out. They 

told me on the corridor that he was terminally ill and I had to go back and 

face everyone. They should have waited until visiting was over and let me 

go home and get over it. Or had a room to talk in. No sensitivity at all. To 

be told that in the corridor and go back in and face my husband. 

Thursday afternoon this guy phones, a registrar 'I'm just calling to give you 

an update on your mother, she had secondaries on her other breast, liver, 

base of the brain [he listed a ream of sites)' I asked how long and he said 

'it could be days, maybe weeks, some people linger'. And that was the first 

I heard of how bad it was. If they had given me some indication earlier, not 

just to ring you like that and say a few days. I thought it was terrible they 

didn't wait 'til I came in or phone and ask me to come in. To do it on the 

phone was outrageous. 
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Space and privacy 
At time of death 

After the death 

General privacy 

I didn't know she would die although looking back maybe I should have. 

They rang me a 9 am and just told me she had died at 7 am. My husband 

died and I had been phoned and told he wasn't well, when I got there he 

had died but at least they hadn't said. I felt it was a funny way to break it to 

someone, I didn't feel it was the right way. 

When my mother was dying there could have been more privacy. People 
visiting another woman in the ward were nosy and overbearing; they kept 
looking in, would open the curtains and say 'how are things today?'. We 
didn't even know them. There should have been more privacy. Maybe a 
special room. One of the women on the ward who had been friendly with 
my mother was very frightened, very distressed when she was dying. Over 
these days she got quite distressed. And others could hear my mother if 
she moaned and they couldn't watch the TV 'cos it would disturb my 
mother. It was a viscous circle. There could be an ante room or something. 
But then my mother might have been distressed at moving. 

F was dying. I kept asking for a room for him and the doctor said they 
would see and do their best. I asked again and again but no response. And 
the other men on the ward were so upset at seeing my father like that. If a 
person is going to die they should have a room I think. You can't express 
your feelings in the ward and God love those men on the ward. We 
emphasised that we would pay for him to have the private room but no one 
came back. 

The day he died we were put out into the corridor into an area where they 
all smoked and some people sitting on the stairs. There should have been 
a special room for family_ 

There was no private room and he expressed a wish for one. When he got 
one I think it was because he was near the end rather than because he 
asked earlier. It was too late then. 

After the operation T had his arm up and had a big scar down his throat. 
The curtains were open and people were looking at him and T would have 
felt that. I think he would have preferred a room of his own. 

General and physical conditions 

Waiting 

She was put on a ward with Alzheimer's patients and locked into a toilet. 
One was in her bed and one took her dressing gown. She attacked the 
registrar and said she'd discharge herself if she was left (there). 

My mother was on the psychiatric ward and very feeble, there were different 
people there; young people and people smoking and rowdy people and 
boisterous people. A rough and ready environment and too smoky. 

From the time they said she would die no doctor came. They phoned for 
one. Even if there's nothing to be done you feel they~re doing everything. 
You have visions of everyone being there helping but it was different, 
you're left on a limb. 

Attitude/manner and interpersonal issues 
Mammy had complained about the cold. I mentioned to the staff nurse 
about Mammy always having her electric blanket (at home!. just to explain. 
I wasn't showing off. She said something like 'Pity about her' and iust 
dismissed it. I felt very hurt. I'm not the sort of person to be smart back or 
challenge her. You know your mother is in their hands and you don't want 
to antagonise a person like that. 
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After death 

Laying out 

Returning belongings 

Procedures 

Family after-care 

We discovered black and blue marks on B. We sent for the GP, he came 

over, stood at the side of the bed and said 'Have you been beating her 

around?' Later the doctor from the hospital said it was part of the cancer 

but the GP had made out that we were the cause of it. It was a locum doctor 

who came out and discovered she had jaundice. He told us that these 

marks went with her complaint. I was disgusted with B's Gp. 

Lady doctor was there when she was admitted. She wasn't nice, was rude 

to my mother. She made some sort of derogatory comment about smoking 

and lung cancer; more or less 'What do you expect?' and my mother was 

very upset. 

After P's operation I was told why didn't I look for a free phone line. I asked 

the doctor to sign the form. He said to me 'You are looking for a free phone 

for a man with no tongue'. I will never forgive him the way he hurt me it 

was so dreadful. I tried to change my GP but the panels were full. I will tell 

him how much he upset me and the whole family. I had to beg the family 

not to go down to him. They wanted to report him. 

He had an unpleasant experience in x-ray. He was very upset and 

frightened. But he wouldn't tell me. He had gone down and was away for a 

long time, he was terribly, terribly distressed. But he wouldn't tell, I have 

never seen him so distressed. They were rude and frightened him saying 

'these private patients jumping the queues' He wouldn't let me complain. I 

know it was around the time of strikes and a dispute but whatever 

happened was nasty. He said he was never so frightened. They terrified him 

and I don't know why. It was so unlike him. 

Because man's wife died at a bank holiday she was 'held over for four 

days'. She had looked peaceful in the room where she was but at the 

mortuary 'it wasn't her at all. Four days was too long to wait, it was a 

dreadful time'. 

When he was laid out (at the hospice) you could still see those operations. 

He had all the bandages, you could see the agonies he's gone through. It 

was worse than a horror movie. The second night rigor mortis had set in 

and he looked awful. We hadn't expected it, they should have tried to close 

his mouth. I'd hate for anyone to see their father like that. 

All her belongings were thrown into a black plastic sack and that's the way 

they were handed over the next day. They could have been set aside 

somewhere for us to go through; even a box with her name on. That was 

particularly upsetting. A prisoner would feel that way ....... a black bag. 

After he died we went away and came back and asked the nurse would he 

be laid out in the mortuary and she said no they had to put him in a bag 
and it was better that way. Why was that, what would the bag be for? 

The after-care for us was nil. No one phoned us, what about people who 

don't have families. 

There was so much happening before M died (at home) and then all of a 

sudden nothing, no support. M died and everything went. I wouldn't expect 

the nurses from the hospice to come out. they're too busy. But there was 
nothing. 
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ApPENDIX FOUR 

CRITICAL INCIDENTS OF CARE RECOUNTED BY RELATIVES 
AS SATISFYING ASPECTS OF SERVICES 

Access to services 

Treatment 
General 

Helped with medication 

Symptom control 

Sister called me and said they had asked the hospice to see if they had a 
bed. No one had asked us or him but we were thrilled. Sister said we've 
been in touch with the hospice. We couldn't understand how a bed could 
be got so quick. We would have thought he wasn't eligible, having a 
medical card and being a public patient. Wasn't aware of a team in SJH, 
very surprised that Sister came to me and said they were looking for a bed. 
We were so grateful, only disappointed that my mother didn't get it. 

He was taken into A&E and we were impressed by the speed with which he 
was taken into SJH. He was whipped in and out of the ambulance. The 
ambulance staff were helpful. It is in the cubicle you have to wait. They 
were very helpful while dealing with drunks and trouble at the same time. 

We only had to 'ring him (GP) and he would come. He gave me his home 
number if I needed him at the weekend and said not to hesitate to call. He 
came every day. 

When we got panicky during the night we phoned the hospice nurses and 
they would either come out or go through things on the phone. They made 
it a lovely death. But for this help we wouldn't have made it. 

A district nurse just knocked on the door, she seemed to automatically find 
out from SJH that he was discharged and what was wrong. She advised me 
about things like the emergency medical card which they sometimes give 
'for a short period of time' she delicately put it. It was terrific, she suggested 
things, we didn't have to wait for them. She put to us when it was time to 
notify the hospice nurses. 

They gave him every comfort. They would ask us to step outside and 3 or 
4 nurses in with him and there'd be a doctor sent for. And they spoke to us 
about it after. 

They (home care nurses) went to the trouble of writing the name of the 
tablets, what colour and when to take them. Without that chart I would have 
been lost. I could look at it and say one pink, one blue, one green at 10 am. 
I thought it was a great idea. 

Being able to take care of her in the hospital was great. The nurse said to 
me that the act I was caring and bringing her for walks kept her alive. 

The nurse that was on was very good. She arranged for my mother to be 
transferred into a room on her own. She didn't expect her to last the night. 
She said call me and I can increase the dose of morphine if necessary. As 
soon as it was felt she might be in distress. 

That' Friday night he was in a lot of pain, by morning his pain was 
completely out of control. Prof. was there and the man from the hospice 
was there. They worked together on the pain control for a long time. Byone 
o'clock they had him calmed down. It was marvellous and reassuring. 
There were three doctors trying to control the pain. B himself should have 
asked for painkillers earlier. 

The palliative care people asked us what were our priorities and we said no 
pain. They were a god send. They put him on patches and changed a lot of 
his tablets, glad they were there. They could up the patch every so often if 
he had a lot of break through. We had thought pain went with the territory. 
We couldn't get over the way they worked. 
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Communication 
Available to talk to 

Using christian names 

Explaining 

Notify of deterioration 

Respecti ng/I isten i ng 
to patient - a relationship 

Cared for carer 

I felt I was lucky, I met the doctor on the team. She gave me her name and 
how to contact her and what her routine was, when she'd be in the theatre 
and so on. That way you feel you're not intruding at the wrong time. They 
explained to me in lay man's terms and I felt I knew as much as they did. It 
May have been luck, I was just there and met that doctor. I happened to be 
in the right place at the right time. In a way that is how the family's prayers 
were answered. 

One night she wasn't well and I had been in the hospital all night and was 
afraid to go home. One of the nurses said 'Look you can ring us at any time 
in the night, don't be afraid to do it'. That put my mind at rest, you didn't 
feel you were bothering them. 

Staff (In the hospice) went to trouble to know our first names no Mr and 
Mrs, we were Hand S. More like a family home. 

he ordinary nurse would go through the chart with you and show what was 
written, who'd come to see him rather than saying 'Oh he had a good 
night'. I thought that was good, you felt you were getting the truth. 

They (doctors) even showed me the x-rays. the first one, the one in between 
and how the treatment was shrinking the tumour. Explained very well. 

They (PC) were lovely telling us about the hospice and how we could take 
him out on days. They made me feel he'd be well looked after. They'd tell 
me what they were doing. They were trying to arrange the hospice and 
called me in for meetings to tell me about the progress. They went through 
everything, how he would feel, the progression, all the stages. 

They rang when he was bad and that was good because it gave me a 
chance to see him. 

The home care nurse could tell me the hour he was going to die, she said 
she'd call me and she did. 

The doctor, he's sit on the bed and discuss what was in the paper and chat 
to Mammy. 

Even when she was leaving the hospital to go home to die all the nurses 
came out and gave her phone numbers; they said if we needed them they'd 
get her in for the weekend, they said if she didn't want to go to the hospice 
they would give her a bed. And every day for the 5 weeks a nurse rang from 
SJH. 

When he died Dr k even came up. I hadn't met him. He said he was glad my 
father had died like that, he even called him Mick. He said he was glad he 
hadn't to go through procedures because he didn't have the understanding. 
He made it his business to talk to me, he was fond of my father. He didn't 
have to stop because I didn't know him from Adam. Made me feel my 
father was a person not a hospital bed. 

We had a case conference in the house the GP and the district nurse. I was 
convinced I should retire (to look after my mother) and they persuaded me to 
stay. I felt they cared about me. The nurse told me about someone who had 
retired and the mother died 6 months later. 80th the nurse and the doctor 
were good to me. I thought given we were talking about looking after my 
mother they would have thought it was a good idea for me to give up work. 
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Telling a patient bad news 
Sensitivity 

Family wishes considered 

Direct and sensitive 

Positive, preserve hope 

Telling relatives bad news 
Discuss and explain 

The truth 

Space and Privacy 

At time of death 

Doctor sat down on his honkers and talked to me at my own level. I was in 

a wheelchair. He explained everything about how they couldn't say for sure 

what he died from. 

In SJH a doctor from the hospice visited and was really nice. He said M 
could go home because he was anxious of hospitals and ambulances. I 

asked him about the radium therapy another doctor had talked about and 

he said 'What do you think?' and I said 'No'. He consoled me that I was 
doing the right thing. 

When he (consultant) told her the treatment didn't work he held her hand. 
That meant a lot to her, a little tenderness. 

The intern, explained to the consultant about my Dad. She said to us that 

we could tell Dad whatever we wanted about the treatment and she would 
fall into line. We didn't want him to hear about cancer because I had had it. 

I told him about a wee spot they were going to treat, like an abscess and 

that a side effect would be his hair falling out. 

They said it out straight to him which was a relief for us. Said what was 
wrong, what would happen, what care would be involved. Otherwise we 

would have been pussy footing around him. I found them all very good at 
saying out straight what they'd found. Very sensitive and considerate - all 

of the team. 

Dr, when he brought us in was very positive about the treatment. Although 

there was only one day when we saw progress. He was very positive about 
it. It helps to be brought through the steps, nice to hear the positive side of 
it that than there's no hope. 

Consultant brought myself and the family in and discussed the whole thing 
and gave us his prognosis. He brought us into a room with the files and he 
went through the files with us. And he listened to us. And he said if they 

could do no more for her he would make arrangements for her to be looked 
after in the hospital - because I couldn't look after her. And that took a lot 

off my mind. 

He (doctor) told me he could never tell a lie. So I could ask him (out 
straight). The message I would give is to know early, grieve together. And 

particularly for children, do not hide it from them. 
There was only one nurse who was completely honest with us. I said 'how's 

Mam'and she said 'It's going to be a very, very short time, a matter of 
weeks'. I think you should know, should be told. And I had been asking 
others, we needed to plan. 

I was glad they moved Mammy into a private room because there were so 

many of us. And some of us would get upset and it wouldn't be nice for 
other patients listening to us. It was nice that hey put her into her private 

room where we could have our own little cry just for us. 

The final hours (were) carried out with a beautiful, humane efficiency which 
I for one will never forget. The night staff were very good. It's impossible to 
explain, how perfect their perception was, how to assist without intruding, 
how to stay back without giving the impression of being uncaring. The 
amount of energy and assistance and gentleness they put into those 

moments. They took away from all the bad things that had happened before. 
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Room for relatives 

Atmosphere 

Flexibility 

Refreshments 

Visiting times 

'In (getting) the private room at the end it was the first time we felt that 

someone cared'. 

Two nights before my Mum died I stayed in the hospital, I was given a room 

with bathroom ad everything. I couldn't believe it. I thought it was a very 

nice gesture, I didn't expect it. I thought you would just sit in the room. Not 

that I spent long in the room, just 3 or 4 hours, but you could rest. 

They'd give me my dinner and they put me up one night, the night of the 

operation. They gave me tea and minded me. 

Generally felt happier that she would get better care at SJH. A nice bright 

ward and clean. The staff seemed friendly and nice and from what I heard 

I felt she'd get the care there. 

They have a dog in there (hospice). The first time I thought I was seeing 

things. It was great the whole thing 

, , 
Simple things like they would give you a cup of tea. 

They brought us into a day room and brought tea and coffee. That was 

really nice because they didn't have the time for that. They'r.e so busy, 

You couldn't ask for more. No problem staying late, whenever you came 

that was okay. The new part of the hospital is beautiful. 

In the geriatric ward there's no visiting time even though the sign is up. 

That was great, giving family and friends free use. 

Attitude/manner and interpersonal issues 

Making patient feel cared for He (GP) rang the ambulance and laid it on the line that she was to go in on a 

stretcher. He rang the hospital to see that they were ready for her. He rang 

every day to see how she was. You got the feeling she (wife) was special. 

He called up to the house for the funeral and after. I found out after that he 

did the same for other people. 

Caring for the carer 

After patient's operation a nurse had sat with him all through the night 

holding his hand. He had been very impressed by this and he wanted to get 

the nurse a present but she had been an agency nurse and they never saw 

her again. 

I went in one day and the top doctor was sitting there talking to her, not 

medicine, having the craic. He had time for the patients. 

He died in my arms; the nurse said keep talking for a minute. When the 

nurse came in and said she wanted to prepare him I spoke to the nurse 

about the arrangements and she burst out crying which was very touching 

that she had bonded with E. 

I liked that they were so concerned for us and we didn't feel we were in the 

way. They didn't object to us being there in the intensive care unit. They 

treated you as a person, not just a nuisance. 

The way the home care nurse fitted into a family was very good, very 

encouraging. Home care nurse was very sensitive at the end, asked if she 

should leave. The relationship with the family is almost more important 

than the relationship with the patient because if you get that right the 

patient benefits. 
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After death 

Family after-care 

We left the room after Daddy stopped breathing. When we came back it 

seemed a short time but he looked lovely and clean and the bed was fresh 

and you could see that he'd been washed down. He looked peaceful. I was 

also impressed they didn't hurry us at that time; no one asked us to leave 

and we were there a long time. 

The hospital helped through the social worker to get D to the funeral home 

without the body bag (he could have a coffin). they did everything very 

well. (It was) very thoughtful. 

They left me with him in the mortuary, with him on my own and I hadn't 

expected that and appreciated it. It was nice of the man to ask if I wanted 

to see him. It was nice, an unexpected touch. 

After she died the doctor came in and she said a prayer for F at the end of 
the bed. And then she shed a tear. We couldn't get over that. It meant (SJH) 

wasn't an impersonal place. 

The district nurse came to see me afterwards and she dropped in a note on 

the anniversary. I was delighted with that. And she told me to rest myself. 

You felt as though someone cared about you as well. 

The social worker here (SJH) suggested that I try bereavement counselling. 

·1 hadn't wanted to move offsite, had wanted to stay with SJH but social 

worker convinced me to go for b'ereavement counselling elsewhere and it 

was good. 

It was her anniversary and the hospice sent a letter. It wasn't just another 

number. The counselling sent a letter too. 

The GP assured me I was grieving, I wasn't depressed and talked about her 

own experience. That was helpful. I had been on my own and the whole 

thing came over me. 
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