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Preface 

The provision of palliative care services represents an important public health issue in 
Ireland today. Many factors point to an increase in the need for palliative care services 
in this country, now and in the future. This study was sponsored by a benefactor with 
an interest in the development of specialist palliative care services in the Eastern 
Health Board area. It was carried out to determine in which direction any such 
development should proceed using an evidence based approach. 

The Health (Eastern Regional Health Authority) Bill, 1998 establishes the Eastern 
Regional Health Authority which will replace the Eastern Health Board as the 
statutory body with responsibility for all health and personal social services in Dublin, 
Kildare and Wicklow. Three Area Health Boards are also established under the Bill: 
the Northern Area Health Board, the South-Western Area Health Board and the East 
Coast Area Health Board. Each Board will have responsibility for the delivery of 
services, currently being provided by the Eastern Health Board, within its own area. 

This report maltes recommendations for the development of palliative care services in 
the Eastern Health Board area, with particular reference to the area that will be served 
by the East Coast Area Health Board in the future. This area has been described as the 
'East Coast area' throughout the report 



Executive Summary 

Chapter One Introduction 

Palliative care is defined by the World Health Organisation as ihe octive total care of 
patients and their families by tr multi professional team when ihe patient's diseuse is 
no longer responsive to curative treatment. Specialist palliative care services are those 
services with palliative care as their core speciality (Irish Association for Palliative 
Care and Irish Hospice Foundation, 1996). 

The aims of this study are to review the overall need for specialist palliative care 
services in the Eastern Health Board, specifically within its East Coast area, to 
identify the level of existing semices and shortcomings in service provision and to 
make recommendations regarding service development where necessary. 

Chapter Two Literature review 

Sixty-five percent of adults in the United States die in hospitals (Meier, Morrison and 
Cassel, 1997). However, a busy hospital ward may not be the most suitable place for a 
dying patient for economic and social reasons (Allbrook, 1984). The role of the 
specialist palliative care team in the hospital is an important one as a role model rather 
than de-skilling the hospital team (Hockley, 1992). Evidence from the litmature 
suggests that conditions in hospitals for the dying may have improved in recent years 
(Seale, 1989). 

The largest evaluation study of hospice care was the American National Hospice 
study. This study found differences in process between hospice and conventional care 
(Greer, Mor, Moms et al., 1986). Studies which examined the views of patients found 
that communication was better in hospices than hospitals, staff were judged to be less 
busy and patients suffered less pain and distress (Parkes, 1979a; Seale and Kelly 
1997). Palliative care research may, however, be difficult to carry out as patients may 
be too ill or their fidilies may be too stressed to participate (Jarvis, Burge and Scott, 
1996). 

Evaluation of the f i s t  home care team established in the United Kingdom in 1969 
showed it to be successll. Patients could stay at home until a later stage in their 
illness and the time they spent in hospitals was almost halved with considerable 
savings to the NHS (Parkes, 1980a). Although many patients express a wish to die at 
home, this is only practical in approximately 50% of cases (Finlay, 1996). Studies 
have shown that those availing of palliative care services are more likely to die at 
home. Death at home is often considered a good outcome measure for a palliative care 
service (Gray and Forster, 1997). 

Estimates of the number of hospice beds required per head of population vary in the 
literature. Five beds per 100,000 is regarded as a reasonable consensus figure (Frankel 
and Kammerlmg, 1990). A study carried out by St Christopher's Hospice in the 
United Kingdom found that the average cost of a hospice bed per week tended to be 
higher in units with five to 15 beds with the costs falling to a minimum in the range of 
25-30 beds (Hill and Oliver, 1984). 



I'his siudy siitrts with a lilcl-l~turc rcvicw which cxmincs ihc dclivc~-y ol'thc specialist 
~xtllialivc cxc  services, nationally and inlcrnutionally, to allow comparison hctwecll 
Irish specialist palliative cirrc scl-vices and othcr modcls. 

Il~hnnation regarding n~orbidiiy and mo~-lalily ljom discascs with it palliative care 
component is presented and population projections are applicd to predict ihc need for 
services in the future. A description ol' present services and thcir utilisation is also 

I 
presented to comparc thc services th~~oughout the region and to csti~nate current 
scrvice use. 

Qualitative and quantitative research methods are both employed to estimate the 
views of both consumers and providers regarding satisfaction with present services 
and to highlight priority areas lhl- servlce dcvclopmcnt. 

Chapter Five Morbidity and mortality in the Eastern Health Board area 

Morbidity and mortality 
Malignant disease accounts for approximately one quarter of all deaths in the Eastern 
Health Board area. It also causes significant morbidity which is reflected in the large 
number of hospital discharges and hospital bed days per m u m  for patients with 
malignant disease. The leading causes of cancer deaths in the region include cancer of 
the lung, colo-rectum, breast, prostate and stomach. The majority of patients who 
avail of specialist palliative care services are suffering from some form of malignant 
disease. 

Admission to the specialist palliative care services in the region is more restrictive 
where non-malignant disease is concerned. Patients with AIDS and motor neurone 
disease are currently accepted. However, the limited number of specialist palliative 
care places available restricts the number of places available for these patients.' 

1 

Demography and population projections 
The most dramatic change suggested by the population projections for Ireland up to 
201 1 will be in the elderly, particularly in those aged 80 and over (Fahey, 1995). This 
will have implications for the specialist palliative care services as the vast majority of 
users of the present services are over the age of 65. The number of over 65s in the 
Eastern Health Board area is predicted to rise by 40% between 1996 and 201 1. 

Although the East Coast area has the lowest population within the Eastern Health 
Board area, its percentage of population over the age of 65 is the highest at 11.5% 
compared to the Eastern Health Board figure of 9.7%. Also, the absolute number of 
persons over the age of 85 is highest in the East Coast area. This has obvious 
implications for the burden of morbidity and mortality in the area. In 1994 the East 
Coast area also had the highest rate of cancer incidence in the Eastern Health Board. 

The South-Westem area has the highest population of the three Health Board areas 
and had the highest age specific cancer rate in the over 65s in 1994. 



Chapters Six Description of present services 

Our Lady's Hospice, which was founded in 1879, provides in-hospice care for 36 
patients with malignant disease or AIDS. The home care team visits patients on the 
south side of the city and in thc Dublin 15 region and provides a telephone on call 
service seven days a week. A day care service is provided two days a week for 
approximately 14 patients each day. Thcre is also one out-patient session per weelc led 
by a Consultant in Palliative Medicine. 

St Francis Hospice has an in-patient unit which accommodates 19 patients with 
malignant disease or motor neurone disease. The day carc service operates four days a 
weelc. The home care service sees patients resident on the north side of the city and 
provides an on-call service. 

Specialist palliative care services are provided in St Vincent's Hospital, St James's 
Hospital and Beaumont Hospital. There is also a limited specialist service in St 
Luke's Hospital. The teams providing these services are consultant led on a sessional 
basis with specialist nurses ranging from one to three per hospital. There is currently 
no such service. however. in the Mater Hospital, the Adelaide and Meath 

& .  

incorporating the ~ a t i o n a l  Children's Hospital, St Michael's Hospital, St 
Columcille's Hospital, Naas Hospital or James Connolly Memorial Hospital. 

Palliative care services are provided in Wicklow by the Wicklow home care service. 
Two nurses provide a 9 to 5 service, with local general practitioners (GPs) providing 
an out of hours service. Palliative care beds are provided in Rathdrum Hospital, 
Wicklow Hospital and Baltinglass Hospital without specialist palliative medical input. 

The St Brigid's home care service in Kildare is provided by three nurses, with the 
local Superintendent Public Health Nurse acting as nurse manager and a local general 
practitioner as medical director of the service. There is a four bedded in-patient unit in 
the Jockey Hospital in the Curragh. There is no specialist medical input into either the 
home care service or t ~ e  Jockey hospital. 

Chapter Seven Utilisation of present services 

Bed occupancy in Our Lady's and St Francis Hospices in 1997 was 81% and 89% 
respectively. A survey of 102 units in the United Kingdom found that occupancy rates 
varied from 41% to 95% with a mean of 74% (Eve, Smith and Tebbit, 1997). Other 
English studies found average occupancy rates of 67% in 1983 and 81% in 1987 
(Frankel and Kammerling, 1990). 

There were 415 admissions to Our Lady's Hospice and 216 admissions to St Francis 
Hospice in 1997, with 324 and 176 deaths respectively. 

The average lengths of stay in the hospices were 26 and 22 days. There were 203 
admissions with durations of longer than one month over a two year period from April 
lSt 1996 onwards in Our Lady's Hospice. There were 48 admissions of longer than 28 
days in St Francis Hospice in 1997. 

The number of referrals to Our Lady's and St Francis home care services in 1997 
increased by 20% and 6% respectively. Referrals to Our Lady's day care service 



increased by over 80% between 1996 and 1997. Referrals to St Francis day care 
service doubled between 1995 and 1997. 

In Our Lady's Hospice, approxinntely 200 patients from the East Coast area of thc 
Eastern Health Board were admitted in the two year period from April 1996. Over a 
third of all referrals to day care in the first five months of 1998 were residents of the 
East Coast area. Finally, over a fifth of the home care patients who died in the first 
four months of 1998 were from the East Coast area. 

Chapter Eight Qualitative research results 

Fieldwork comprised of six in-depth interviews with patients and focus group 
interviews with patients, family members, specialist service providers and GPs. 

The feedback regarding the specialist palliative care services was generally positive. 
The findings indicate that key areas to be addressed for the development of the 
specialist palliative care services include: 

* Issues of equity and access. 
a The promotion of the psychosocial wellbeing of patients and their families. 
e Improved collaboration between the various professionals and agencies involved 

in the delivery of palliative care services. 

The specialist service providers emphasised the need to integrate specialist services 
with other health care services. Other areas they highlighted included the need for: 

e Ongoing education. 
e Medium support facilities. 

Expansion of day care services. 
e Reduced waiting times for home care services. 
e Support for home care nurses providing services in WicMow and Kildare. 

General practitioners interviewed would welcome playing a larger role in patient 
management and a less administrative role in the provision of palliative care services. 

Chapter Nine Quantitative research results 

Specially designed questionnaires were circulated to patients and their families or 
carers, specialist service providers, GPs, Consultant Oncologists and public health 
nurses. The qualitative research findings influenced the design of the various 
questionnaires so that the themes which emerged could be further explored. 

Each questionnaire contained a section on satisfaction with existing services. The 
questionnaires concluded with open questions regarding the adequacy of present 
services and ways in which specialist palliative care services could be improved in the 
future. 

In general, satisfaction with the present specialist palliative care services was high 
amongst all the groups surveyed. The average satisfaction ratings given by patients 
and their families were higher than the ratings given by the various specialist and 
community service providers. The priority areas for service development identified 
included: 



Education and training. 
The expansion of home care and day care services. 

0 Improved communication. 
The development of medium support facilities. 

s The provision of specialist palliative care services in all acute hospitals 

The main issues to arise were found consistently throughout the different groups of 
service providers and were similar to those which emerged from the qualitative 
research. 

Chapter Eleven Conclusions and recommendations 

Key recommendations 
0 In order to co-ordinate palliative care services, ensure best practice and implement 

the recommendations of this needs assessment, it is recommended that a specialist 
palliative care co-ordinating committee be established in each of the three Eastern 
Health Board areas. 

In order to assist the committee in its function, a clinical director of palliative care 
services with a defined remit should be appointed in each area. This post should 
be filled by a Consultant in Palliative Medicine on a part time basis. 

All acute hospitals in the region should have a specialist palliative care service 
with multidisciplinary personnel. 

Waiting lists for home care services should be minimised and, if possible, 
eliminated. 

All home care services should be specialist led, including those in Kildare and 
Wicklow. 

Palliative care day care services should be expanded to meet increased need and 
demand. ~onsiderat i~n should also be given to the development of satellite day 
care services in Kildare and Wicklow with consultant input. 

Palliative care out-patient services should be expanded to meet the needs of 
patients and to provide increased support for their general practitioners. 

0 There should be one point of entry to the specialist palliative care services with 
subsequent 'fast tracking'. 

Facilities for education, research and collaboration should be provided in each of 
the three Eastern Health Board areas. 

A minimum of fifteen extra palliative care beds are required in the Eastern Health 
Board area to meet present demand and anticipated changes in demand over the 
next 10 years. Medium support beds should also he provided in the region. 

A palliative care centre providing comprehensive specialist palliative care services 
should be established in the East Coast area. 



I~ecomnzendations for tire Ensf Cotrst urm ofthe proposed Eustern Regional IIeaIth 
Authority 

'l'hcrc is a need for a comprehensive specialist pallintivc cat-e centrc based in the East 
Coast area of the E W A .  This ccntrc should includc: 

0 A home care service with specialist medical input 

e A day care service. 

s An out-patient servicc. 

c Specialist palliative care beds. Medium support bcds should also be considered 

o A facility for education, research and collaboratiot~ 

s A facility for psychosocial support. 

Other recommendations 

Planning, monitoring and evalualing 
a All palliative care services should be monitored and evaluated in terms of 

ensuring best practice so that the type of service delivered is the most appropriate. 

e The future development of palliative care services in the area should take account 
of population trends. 

m Admission policies should be reviewed regularly so that patients with non- 
malignant disease who meet agreed criteria are accepted by the specialist 
palliative care services. 

Further Irish research is needed in the palliative care field 

e Specialist palliative care services should be delivered according to the new ERHA 
boundaries, as far as is possible. 

m The palliative care services and acute hospitals should be sensitive to the needs of 
patients so that arrangements are put in place to see patients of the palliative care 
services in accident and emergency and out-patient departments at agreed times. 
The introduction of a palliative care services card for all patients of the services 
could facilitate this process. 

Psychosocial support 
e Patients' and their families' emotional problems should be addressed in a co- 

ordinated manner by service providers. 

Psychosocial support should be provided for patients with advanced terminal 
disease and their families from the time of diagnosis onwards or where 
appropriate during the course of the illness. 

a Research should be undertaken to measure the possible benefits of supportive 
therapy services. Where there is evidence of their value, they should be developed 
and integrated with existing services. 



General support 
0 GPs should have a more active role in the provision of palliativc care services. 

Formal lines of communication between the specialist palliative care services and 
GPs should be established and GPs should be provided with information on the 
services available and how to access them. 

Patients should receive maximum community support to enable them to stay at 
home for as long as possible. 

e The current provision of night nursing services should bc reviewed 

Communicution/integralion 
The role of the public health nurse and the home care nurse should bc clearly 
defined. Improved liaison between the public health nurse and the homc care 
nurse could reduce duplication of tasks. 

An information booklet on the structure of palliative care services including 
entitlements and benefits, which has been identified as important by patients and 
their families, should be produced. 

0 Information regarding the services provided should be circulated to community 
and hospital doctors, nurses and nursing home staff so that appropriate referrals 
can be made. 

Efforts must be made to overcome any communication difficulties that patients 
and their families may experience in accessing services when problems arise at 
home. 



Chapter One Introduction 

Palliative care is defined by the World Health Organisation as ihe trcrive iolrrl care of 
patients and their families by a multi-projissionul team when (he pntienl 's diseuse is 
no /anger re.sponsive lo curalive treatmenl. 

The provision of palliative care services represents an important public health issue in 
Ireland today. There is a long tradition of hospice care in Ireland since it originated in 
the late 19"' century with the establishment of Our Lady's Hospice in Dublin and St. 
Patrick's Hospice in Cork. The age specific incidence and mortality rates for cancer in 
Ireland remain high, particularly in the over 65s. Population projections predict a 
large rise in the elderly population in Ireiand over the coming years. These factors 
point to an increase in the need for palliative care services in this country, now and in 
the future. The National Cancer Strategy highlighted the need for expansion of the 
palliative care services in Ireland (Department of Health, 1996). 

This study aims to estimate the need for palliative care services in the Eastern Health 
Board area which has a population of almost 1.3 million, and in its East Coast area in 
particular. Health needs assessment is a tool which can be used to identify priority 
areas for service development and can aid service planning. 

This report starts with a comprehensive literature review. It then looks at the 
demography of the Eastern Health Board area and uses population projections to 
predict future service requirements. The current services provided are also described 
along with indicators of their utilisation. The views of both consumers and providers 
are then sought regarding the adequacy of present services and how this might be 
improved in the future. 

Recommendations are made for the development of palliative care services in the 
Eastern Health Board area and in its East Coast area in particular. 

Study Background 

This study was sponsored by a benefactor with an interest in the development of 
palliative care services in the Eastern Health Board area, particularly in its East Coast 
area. It was camed out to determine in which direction any such development should 
proceed. The members of the study's steering committee are listed below. 

Dr Michael Kearney (Chairman) 
Dr Emer Feely (Project Director) 
Dr Marie Laffoy 
Mr Michael Murphy 
Dr Liam 0' Siorain 
Mr Gerry Hanley 
Dr Mary Hurley 
Sr Muriel Larkin 
Dr Derval Igoe 
Mrs Anne Marie Smyth 

The qualitative research was carried out by Ms Philomena Canning. 



Chapter Two Literature review 

2.1 Introduction 

In 1994 the Irish National Health Strategy document stated that the development of 
the palliative care services would be promoted in a structured manner (Department of 
Health, 1994). The National Cancer Strategy document then addressed the issue of 
development of these services to meet the needs and preferences of the patients 
availing of them in more detail (Department of Health, 1996). The World Health 
Organisation has also made palliative care a priority in its Global Cancer Control 
Programme and aims to make countries, non-governmental organisations, policy- 
makers and the general public aware of palliative care (Higginson, 1993). 

The term 'Hospice', originally a house of hospitality for pilgrims which dates from 
the 4'h century of the Christian era, acquired a fresh meaning since the opening in 
1967 of St. Christopher's Hospice in Sydenham under its medical director Dr Cicely 
S a ~ d e r s  (Parkes, 1979a; Saunders 1996). Hospice care in Ireland originated in the 
late 19" century with the establishment of Our Lady's Hospice in Dublin and St. 
Patrick's Hospice in Cork. Following the growth of the hospice movement in the 
United Kingdom, important initiatives in specialist palliative care have taken place in 
Ireland since 1970 as part of an international health-care movement (Irish Association 
for Palliative Care and Irish Hospice Foundation, 1996). 

The hospice model of care for patients with advanced disease now exists in almost all 
industrialised countries. In the United States of America, the first hospice opened in 
1974. The number of hospice programmes has now reached a plateau at about 1700. 
In Germany, the first hospice institution was opened in 1983 as an in-patient palliative 
care unit. Today there are 21 palliative care units and 11 in-patient hospices in 
Germany. In Japan, the hospice idea was initially introduced by Christian and 
Buddhist initiatives, but has now been taken up by the national health system. The 
first in-patient palliative car6 unit was established in 1981. By 1995, 14 palliative care 
units and in-patient hospices were approved by the government (Voltz, Akabayashi, 
Reese et al.,1997). 

The 1998 directory of hospice services lists 228 in-patient hospice units in Ireland and 
the United Kingdom. This includes 13 hospices for children and 4 exclusively for 
patients with HIV/AIDS. It also lists 408 community palliative care services and 245 
day hospices/centres (St Christopher's Hospice Information Service, 1998). 

Palliative care services are provided by clinicians in the primary and secondary care 
sectors. In addition, specialist palliative care services are provided by 
multidisciplinary teams, operating in hospices, hospitals and the community. It is 
generally accepted that the specialist palliative care sector is important for raising 
general standards of care, providing a resource for non-specialists and complementing 
and supplementing routine medical and nursing services (Robbins and Frankel, 1995). 

The literature does not suggest that psychosocial needs are least at the time of 
diagnosis and greatest just before death but that patients with cancer at all stages have 
a number of different physical, psychosocial and spiritual needs (Dudgeon, Raubertas, 
Doerner et al., 1995). In the past, the care of a patient with cancer was divided into 
different phases determined by the primary aim of treatment and care, namely 



curative, palliative and terminal. This division has now been challenged due to the 
fact that the boundaries bctwccn these phases are not always clear (Jeffrey, 1995). 

Palliative care must becomc an integral component of primary medical care so that 
the arbitrary dichotomy between the medical care of persons who are perceived as 
having curable or chronic illnesses and those who are recognised as dying becomes a 
continuum, with palliative measures gradually taking precedence over life-prolonging 
efforts when death is imminent (Meier, Morrison and Cassel, 1997). 

2.2 Definitions 

It is the right of every patient to receive good palliative care, just as it is the 
responsibility of every clinician to provide it as a feature of good practice (Doyle, 
1996). The General Medical Council acknowledged the right to specialist palliative 
care in a 1996 ruling (Riley, 1997). In November 1987, the Royal College of 
Physicians of London recognised palliative medicine as a subspecialty of general 
internal medicine (Hillier, 1988). It is, however, necessary to distinguish between the 
palliative care approach and specialist palliative care as confusion can arise over the 
boundaries between specialist and non-specialist palliative care. 

* Palliative care refers to a philosophy of care rather than a specific building or 
service, and is applicable in all care settings. - Palliative care approach aims to promote both physical and psychosocial 
wellbeing. It is a vital and integral part of all clinical practice, whatever the 
illness, informed by a knowledge and practice of palliative care principles. 

Terminal care is a continuum of palliative care and usually refers to the 
management of patients during the final few hours or days of life. 

Specialist palliative care services are those services with palliative care as their 
core speciality (Irish Association for Palliative Care and Irish Hospice 
Foundation, 1996). 

The World Health Organisation has recommended that for cancer patients the 
palliative approach should be a gradually increasing component of care from 
diagnosis onwards, rather than being confined to the last few weeks of life 
(Higginson, 1997). 

Specialist palliative care is that needed by a significant minority of patients with 
advanced disease whose suffering, whether physical, psychosocial or spiritual, is so 
difficult to relieve that the assistance of specially trained medical and nursing 
colleagues is called for (Doyle, 1996). Specialist palliative care services are 
committed to controlling pain and other symptoms, easing suffering and sustaining 
the last phase of life in patients who have active, progressive and far advanced disease 
which is no longer amenable to curative treatment. Their work enables dying patients 
to live with dignity and offers support to them and their families and carers during the 
illness and bereavement (Higginson, 1997). Traditionally, specialist palliative care has 
been offered to people who are terminally ill with cancer. However, not all such 
patients require specialist palliative care services and other patients who are 
terminally ill with non-malignant disease can also benefit from specialist palliative 



care input. It has also been suggested that the specialist palliative care approach can 
benefit patients who are not imminently terminally ill (Robbins and Frankel, 1995). 

Specialist palliative care is provided in a number of different ways and settings. These 
include in-patient hospice units, home care teams, palliative care units in hospitals, 
palliative care services within general hospitals, palliative care support beds and 
palliative day care centres (Irish Association for Palliative Care and Irish Hospice 
Foundation, 1996). 

The term hospice may also be used in two ways. The first refers to the philosophy of 
hospice care, which is, in effect, the same as the philosophy of palliative care as 
defined above. The second refers to a hospice unit. This is usually a free standing unit 
with in-patient facilities, which practices palliative care, emphasising medical and 
psychosocial care. It will normally have medical and nursing staff specially trained in 
palliative care and the control of symptoms and has a high nurse to patient ratio. 
Hospices will usually offer symptom control and terminal, palliative and respite care. 
Many hospices also offer day care and home support teams (Higginson, 1997). 

2.3 Demography 

Palliative care arose out of the change from acute to chronic causes of death and the 
emphasis of health care on improving quality of life (Higginson, 1993). A number of 
indicators, for example, world-wide increases & the age slructure of populations, the 
rising incidence of cancer and other chronic conditions and the world-wide spread of 
human immunodeficiency virus (HIV) and acquired immunodeficiency syndrome 
(AIDS) point to an increase in the need for palliative care in the coming years 
(MacLeod and James, 1997; Clark and Malson, 1995; Burge, 1992). 

The age-specific incidence and mortality rates from all cancers for men and women 
have remained largely unchanged for years, although there are variations in the 
incidence and mortality rates for individual cancers. The increasing numbers of older 
people, who have the highkst incidence and mortality rates from cancer, are likely to 
lead to an increase in the numbers of people dying from cancer by 20% in men and 
12% in women between 1980 and 2000. Other estimates of the increase in the number 
of cancers are even higher at 30% (Higginson, 1993; Burge 1992). This is despite 
major advances in treatment which have, unfortunately, improved the rate of cure for 
a few of the less common cancers only (Chan and Woodruff, 1991). 

The Public Health Information System which is produced by the Department of 
Health shows that the mean annual mortality from malignant neoplasms between 
1991 and 1995 was 22.5% for all ages in Ireland and 26.8% in the Eastern Health 
Board area. The average number of years of potential life lost from premature 
mortality from malignant neoplasms for those aged up to 64 per year for the 
corresponding time period was 25,171years (22.4%) in Ireland and 9,203 years 
(23.1%) in the Eastern Health Board (Department of Public Health, 1998). These 
figures give us an idea of the burden of mortality from these conditions at national 
and at Health Board level. 

2.4 Needs Assessment 

The demand for health care in Ireland is certain to increase in the future as is the cost 
of providing it. It is, therefore, necessary to analyse the challenges ahead and to set 



out a planned approach Lo dcaling with them (Department of ilealth, 1994). I-Iealth 
needs assessment is a phrasc which describes an approach that has been around since 
the nineteenth century when thc lirst medical officers for health were responsible for 
assessing the needs of their local populations (Wright, Williams and Wilkinson, 
1998). It has become thc emergent health science of the 1990s (Clark and Malson, 
1995). 

'Sixre arc a numbcr of conceptual dil'liculties regarding the definition of need which 
must be addressed before starting a necds assessment. Need can be linked with service 
provision and with the ability to benefit from health care. It does not necessarily 
equate with demand and tndy not be Linked with supply (Clark and Malson, 1995). A 
distinction must also be made between health care needs, which are those that can 
bcnefit from health care, and health needs which incorporate the wider social and 
environmental determinants of health such as education, deprivation and diet (Wright 
et al., 1998). 

Health needs assessment must be inclusive in its approach and constructed in a way 
which will allow previously unidentified needs to be identified and defined. The key 
components of such an assessment are outlined in Table 2.1 (Clark and Malson, 
1995). 

Table 2.1 Components of a health needs assessment 

Population data 
Epidemiological 
Demographic 

Population data 

An analysis of epidemiological and demographic data forms the first key dimension 
of any assessment of health need. In the palliative care context, it includes the 
incidence and prevalence of konditions such as cancer and coronary heart disease, 
taking into account local and regional variations. Patterns and variations in where 
people die should also be taken into account. 

Stakeholders perspectives 
Users 
Providers 
Community groups 
Purchasers1 planners 

Stakeholder perspectives 

Comparative data 
Costs 
Outputs 
Outcomes 

This dimension is more qualitative in orientation. The perspectives of key 
stakeholders including service users (patients and carers) and service providers are 
sought. Conflict may arise as a result of differing viewpoints of individuals and 
groups. 

Comparative data 

This part of the process is concerned with the costs, outputs and outcomes of services 
(Clark and Malson, 1995). 

The epidemiological approach to health needs assessment describes need in relation to 
specific health problems using estimates of the incidence, prevalence and other 
surrogates of health impact derived from studies carried out locally or elsewhere. 
Although neither incidence nor prevalence necessarily equates with need, a f 



knowledge of both of thcsc rates is usually an essential starting point for a nccds 
assessment to dcscribc thc population burden of disease. Specific epidemiological 
studies can be expensive and time-consuming and so existing information from other 
studies can be used if the case delinitions used are acceptable, the information timely 
and the study ~nethodologically sound (Williams and Wright, 1998). 

Problems and challenges can arise where health needs assessment is concerned. One 
author identifies the most imporpant challenges as being the accessing of 
comprehensive information, the involvement of health professionals and the ultimate 
improvement of services for the patients (Stevens and Gillam, 1998). Another author 
explains the reasons why needs assessments may fail. Firstly, there may be a lack of 
understanding in what is involved in the assessment of health needs and how it should 
be undertaken. Secondly, projects may fail because of a lack of time, resources or 
commitment. Finally, the results of the needs assessment may fail to be integrated 
with planning intentions to ensure change (Wright et al., 1998). 

Needs assessment, although of high priority, is conceptually and technically difficult 
to carry out. Although the medical profession is accustomed to assessing an 
individual's need for care before prescribing treatment, we have been slow to achieve 
the same for the population in the planning of health services (Stevens and Gabbay, 
1991). 

2.5 Models of Service Provision 

Palliative care services have been criticised for providing specialist care for a 
privileged few, mainly comprised of patients with malignancies living in certain 
geographical areas. There is, however, no routinely available information to prove or 
refute these criticisms (Gray and Forster, 1997). 

Different philosophies regarding the most appropriate mix of palliative care services 
and the balance between hoine and institutional care have developed. Despite the 

1. . 
development of specialist pall~atlve care services, it is widely recognised that most 
patients who have progressiveillness which is no longer curable receive much of their 
care from the primary care team and hospital staff. The development of domiciliary 
palliative care teams, home nursing services and day care have increased the support 
available for patients, their families and other community services (Higginson, 1997). 

2.5.1 Hospice care 

The classic studies of public hospitals in the USA conducted in the 1960s showed 
severe shortcomings in the institutional treatment of dying people (Seale, 1989). The 
development of the modem hospice movement dates from the opening of St 
Christopher's Hospice in 1967 and its home care team in 1969. Since then it has 
spread worldwide and has shown that the basic principles derived from many sources 
can be interpreted in a wide variety of settings and cultures (Saunders, 1996). 

Essential components of a hospice are small autonomous units (maximum 50-70 
beds) having a high nurse to patient ratio, a mixture of patients including some long- 
stay and some brief admissions for pain control as well as patients admitted for 
terminal care, a home-care programme serving patients at home, spiritual support for 
staff and patients, a tradition of flexibility and open communication between staff and 



patients, staff and familics and staff and other staff, minute attention to the relief' of  
pain and other symptoms, fW usc of voluntecrs from the local community, 
willingness to teach and conduct research and support for the patient's family before 
and, where necessary, after the patient's death (Parkes, 1979a). 

It is important to know what happens in hospices in order to assess the claims of 
hospice practitioners to be providing something different from traditional care. Such 
claims have thus far been evaluated mainly by studies employing the method of 
outcome measurement (Seale, 1989). One randomised controlled trial of hospice care 
found no difference between hospice and hospital care on a number of outcome 
measures including patients' anxiety, depression, pain and other cancer related 
symptoms and anxiety and depression in bereaved spouses. This study suggests, like 
the study of Parkes and Parkes, that 'the hospice movement may have made its 
contribution by sensitising [hospital] practitioners to their inadequacies' (Kane, 
Wales, Bernstein et al., 1984). Another study suggests that hospice patients are more 
likely to know that they are dying than other patients with cancer who are not in 
receipt of hospice care (Cartwright, 1991). 

Little is known about whether the growth of the hospice movement has been 
accompanied by a general rise in the standards of terminal care for all cancer patients, 
not just for those who receive hospice care. The presence of St. Christopher's Hospice 
may have had beneficial effects on terminal care in local hospitals, but it is not known 
whether similar changes in the standard of terminal care have followed the 
introduction of hospice care in other areas (Addington-Hall, MacDonald, Anderson et 
al., 1991). 

Some evidence exists from hoth British and American studies that hospital care may 
have come closer to the hospice approach in recent times. This may be due to the 
educational effect of the hospice movement, particularly in the area of pain control:, 
Further evidence, largely from America, suggests that there is also pressure or; 
hospices to become more like hospitals, hoth organisationally and in terms of patient 
care (Seale, 1989). 

The hospice approach to the giving of medical therapies emphasises the palliative 
rather than the curative. The largest evaluation study of hospice care was the 
American National Hospice Study which involved 40 hospice care programmes 
compared with 14 conventional oncological care settings. The results of this study 
c o n f m  that hospice care is different from conventional care. Fewer diagnostic tests 
and therapies such as surgery, X-rays, transfusions, chemotherapy, respiratory support 
and anti-emetics were recorded for hospice patients (Greer et al., 1986). 

A cross-cultural comparison of hospice institutions in the USA, Germany and Japan 
found no differences in basic hospice tenets, including better care for dying patients, 
focus on palliative care and no resuscitation. There were some differences between 
countries but these were mainly organisational or related to cultural factors (Voltz et 
al., 1997). 

The rapid growth of specialist domiciliary and in-patient hospice services has resulted 
in another referral interface between primary and secondary care and also between 
secondary care services. One study revealed a number of significant differences 
between hospital-based consultant referrals and community-based GP referrals to an 



in-paticnt hospice. Consultant ~rekrrals had bcen diagnosed for a shorter period of 
time before admission, had a higher requirement for terminal nursing care and were 
more likely to die d~lring the admission than GP referrals. 'l'hey were also more likely 
to have a subcutaneous i n h i o n  pump and urinary catheter in situ and LO be less 
niobile on admission and throughout thc wholc admission. Conversely, GI' referrals 
were more likely to require respite care and to be discharged to home (Scamark, 
Lawrence and Gilbert, 1996). 

Communication can be improved by keeping records of the information that is given 
to and received from patients and relatives. I-lospices often use a special coloured 
sheet of paper in the mcdical notes for details of conversations about diagnosis and 
prognosis. This may also encourage better contact with relatives before and after 
death (Hockley, Dunlop and Davies, 1988). 

Critics of the provision of special in-patient units for the terminally ill point to three 
supposed disadvantages of such places: 

The 'death-house' image. It is suggested that such places are likely to get a 
reputation as places where 'nobody gets out alive' which deters others from 
accepting admission. 

e The 'depressing' environment. This suggests that any ward which contains more 
than a few dying patients will become gloomy and depressing. 
The 'upsetting' effect of deaths on the ward. It is suggested that patients in a unit 
with a high death rate are more likely to become aware of the death of other 
patients than at other hospitals. 

These disadvantages are discussed and largely refuted in an article written about the 
effects of the services provided by St. Christopher's Hospice on patients (Parkes, 
19794. 

Reviews of evaluations of hospice and palliative care conclude by stating that hospice 
care is no worse than conventional care and in some special ccntrcs is better 
(Higginson and McCarthy, 1989). 

2.5.2 Hospitals 

Palliative care services initially developed separately from major hospitals, either as 
independent in-patient hospice units or as  community based domiciliary services. This 
has been interpreted as perhaps indicating a lack of appreciation of the need for 
palliative care services in major hospitals in the past (Chan and Woodmff, 1991). 
Although hospitals have traditionally focused on treating episodic acute illness and 
prolonging life, 65% of adults in the United States now die in hospitals (Meier et al., 
1997). 

There are, however, economic and social reasons why a busy hospital ward is quite 
unsuited for the care of patients with end-stage cancer. There is a need for a deliberate 
management decision on the part of hospital authorities to allocate both ward space 
and special staff in order to provide a high quality service with suitable surroundings 
and continuity of personal nursing by those skilled in the provision of palliative care 
(Allbrook, 1984). 



Concern about the quality of care for dying patients in gencral hosp~tals has been 
provoked by a number of studies. Problems identified include staff avoidance of 
dying patients, inadequate symptom control, lack of provision of basic nursing care, 
poor communication, a focus on physical needs at the expense of psychosociat needs 
and being too busy to provide adequate care. Some comparisons of hospice and 
hospital in-patient care have suggested that higher standards are obtained in hospices, 
although others have detected few marked differences (Seale and Kelly, 1997). 
Evaluation of hospice services suggests that conditions for the dying in hospitals may 
have improved in recent years (Seale, 1989). 

Since the early 1970s, the importance of disseminating the expertise developed in 
hospices to acute hospitals has been stressed. By the mid-1970s the idea of a hospice 
team working within the acute hospital emerged at St Luke's Hospital, New York 
(Hockley, 1992). The first hospital palliative care service, the St Thomas' Hospital 
Terminal Care Support Team, was established in the United Kingdom in 1977 (Bates, 
Clarke, Hoy et al., 1981). In Ireland the first such service was introduced in 1989 
(Igoe, Keogh and McNamara, 1997). 

These specialist hospital palliative care teams aim to bring the principles and benefits 
of palliative care into acute hospitals. The teams usually work in an advisory capacity 
providing symptom control and psychological support to patients and carers as well as 
playing an important role in education and advice within the hospital (Higginson, 
1997). They vary in the number and type of professionals involved. There is some 
evidence to support the claim that such teams may improve care standards (Ellershaw, 
Peat and Boys, 1995). 

Little research has been done on the ideal team size against caseload but the average 
team working within a hospital with about 800 beds with some advisory role for localt 
community services would probably be made up of a doctor, two or three nurse, 
specialists, a social worker and a secretaryladministrator (Hockley, 1992). 

One study found that since the establishment of such a specialist team in an acute 
hospital, the number of patients referred to the team had gradually increased showing 
that the team was accepted by most of the consultants. The main reason for patient 
referrals was palliation of symptoms from advanced cancer. A more objective 
measure of the effect of the team was the dramatic reduction in the number of 
complaints relating to terminal care (Hockley et al, 1988). 

Another study found that, following the introduction of a palliative care service in a 
hospital, prescribing and symptom control, particularly with respect to pain, appeared 
to improve (McQuillan, Finlay, Roberts et al., 1996). An English study showed that 
the hospital palliative care team improves symptom control, facilitates understanding 
of the diagnosis and prognosis and contributes to the appropriate placement of 
patients. Another study looking at two hospital support teams highlighted difficulties 
in the assessment of the financial and spiritual needs of patients, the management of 
dyspnoea and the relief of family anxiety (Higginson, Wade and McCarthy, 1992). 

The first objective of a hospital palliative care service must be to assist in the relief of 
pain and other distressing physical symptoms. While it may be argued that this is not 
the most important aspect of palliative care, pain and physical symptoms must be 
addressed first, as it is not possible to assess or treat other factors (psychological, 



social, spiritual, financial etc.) in patients with unrelieved pain or other distressing 
physical symptoms (Chan and Woodruff, 1991). 

It has been pointed out tkdt the palliative care support team In thc acute hospital must 
act as a role model rather than tak~ng over care and "dc-skilling' the hospital team 
(I-locltley, 1992) 

2.5.3 Home care 

Home care has been promoted as a way of improving the quality of life for the dying 
and their families as well as being a more cost-effective option than hospitalisation 
(Roe, 1992). As well as reducing health care costs, it also reduces the demand on 
acute care beds. At present, however, many people who would prefer to die at home 
are admitted to hospital for terminal care because of inadequate support in the 
community. Not everyone dying at home needs specialist palliative care, but access to 
such a service should be available to anyone who does (Thorpe, 1993). 

The first home care team was established at St Christopher's Hospice London, in 
1969 and evaluation showed it to be successful. Patients could stay at home until a 
later stage in their illness and the length of time they spent in hospital was almost 
halved. Families were also satisfied with the help given by the home care staff and 
reported improved peace of mind for both themselves and the patients. Finally, the 
cost of home care was considerably less than that of in-patient care with resultant 
savings to the NHS (Parkes, 1980a). However, research has also indicated that home 
care can lead to poorer symptom control and increased demands on families (Raftery, 
Addington-Hall, MacDonald et al., 1996). 

The provision of domiciliary palliative care services varies world-wide. There is 
increasing evidence to suggest that comprehensive services can be provided in the 
absence of a traditional family, doctor system by appropriately trained specialist 
teams. These teams should be inyited in only after consultation with the primary care 
team (Doyle, 1997). In Italy, given the limited number of hospices available, the 
palliative care services have developed principally as home palliative care services 
(Peruselli, Marinari, Brivio et al., 1997). The prerequisites for good domiciliary care 
include a loving family, committed health care professionals and putting the patients 
needs and dignity first (Doyle, 1997). 

One review looked at the effectiveness of home care programmes on quality of life 
and on reducing the percentage of days spent in hospital from the start of care until 
death. After reviewing the results of nine prospective studies, the conclusion was that 
home care programmes did not have a negative influence on quality of life or time 
spent in hospital and in some studies had a positive influence on these outcome 
measures (Smeenk, Van Haastregt, De Witte et al., 1998). 

There is a great advantage in a strong link between a home care service and a 
palliative care centre. There is then ready access to beds for symptom control, 
rehabilitation and respite care and when a crisis arises necessitating admission. Day 
care is provided and additional facilities, either for out-patients or for patients at 
home, can include physiotherapy, occupational therapy, complementary therapy and 
advice from social workers and chaplains (Thorpe, 1993). 



Eligibility for inclusion in  a home care programme should take the social, domestic 
and psychological characteristics of the patient into account as well as physical 
symptoms and performance status (Pa~umti and Tanneberger, 1992). 

2.5.4 Day care and out-patient care 

The first purpose-built day hospice was opened in Sheffield in 1975. The 1998 
hospice directory lists 245 day hospices, over two thirds of which are attached to in- 
patient palliative care units (St Christopher's Hospice Information Service, 1998). 
Most of the day care units in the United Kingdom are based in specialist palliative 
care units, operate on weekdays and cater for ten to fifteen patients each day. Those 
attending from home are brought by car or ambulance at loam and taken home 
between 3 and 4pm (Doyle, 1997). 

Few studies have been carried out on day care but subjective views of patients suggest 
that day care affirms living rather than dying and that its patients can go into long 
term remissions. Day care also offers respite to the patients' relatives (Doyle, 1997). 

Out-patient services enable the general practitioner to obtain specialist advice on any 
aspect of a patient's needs whilst still maintaining care at home. Such a facility should 
not be regarded as a substitute for a domiciliary service where the patient is visited at 
home by the palliative care team. Although it enables patients to be given specialist 
advice, it does not enable the team to see and assess the home situation nor to meet 
the relatives (Doyle, 1997). 

2.5.5 Support t e a m  

A support team is one which sees patients in hospital out-patients and wards and also 
assists the families of those who are caring for a terminally ill patient at home who 
may want to die at home. In 1975 there were two such teams in Great Britain whereas 
in 1980 this number had increased to 32 (Evans and McCarthy, 1984). The 1998 
directory of hospice services lists 150 hospital palliative carel support teams and 204 
hospital support nursing services (St Christopher's Hospice Information Service, 
1998). 

The terminal support team is a multidisciplinary one whose aim is to provide skills in 
symptom relief and to support the patient and his family. The St Thomas' Hospital 
support team was established in 1976 to provide patient and family support so that 
patients who wished to do so could die at home. The team does not assume 
management of patients but will provide advice and family support when requested to 
do so by the patient's hospital doctor. The team will continue to see the patient after 
discharge with the general practitioner's permission. Regular meetings are held to 
discuss all cases. The team is available 24 hours a day but, due to the fact that clinical 
responsibility remains with the patient's doctor, most out of hours problems can be 
dealt with over the telephone (Bates et al., 1981). 

The advantages of the terminal support team are that it is relatively inexpensive to run 
when compared with an in-patient hospice, it has great teaching potential and it can 
bring the principles of hospice care to patients at home and in the hospital at an early 
stage. One disadvantage may be the potential confusion over responsibility for patient 
care. The team must be backed up by doctors with experience in palliative care, and 



the ideal support team would include both a hospital doctor and a gencral practitioner 
(Bates et al., 1981). 

2.6 The Role of the General Practitioner and Community Services 

The average GP in the United Kingdom cares for two or three cancer patients who die 
at home each year (Barclay, Todd, Grande et al., 1997). However, due to the fact that 
most people spend most of the last year of their lives at home, the GP has a pivotal 
role to play in the provision of palliative care services (Cartwright, 1991). 

If a patient is to be cared for at home, good communication from hospital or hospice 
to primary care is essential. There is an argument for patient-held records in which 
details of proposed treatment and any subsequent changes could be recorded. 
Advances in information technology and the resolution of concerns about 
confidentiality and security of data offer opportunities for shared computerised 
records so that all those treating a patient have immediate access to details of 
treatment and any investigations performed (0' Neil1 and Rodway, 1998). 

Studies have shown that more patients could be looked after in the community and 
that standards of care could be significantly improved with fiuther training and 
support services. The need for more help from community nurses, particularly those 
with experience in terminal care, has been frequently expressed (Haines and Booroff, 
1986). 

In another s w e y ,  20% of carers had no contact with the GP during the patient's final 
illness and had often had little contact since the patient's initial referral to hospital. 
Although most carers were very happy with the care that the patient had received 
from the GP, many complained of difficulties in getting house-calls or help during 
emergencies. Forty percent of carers were not satisfied with the information received 
from the GP about the patient's condition (Addington-Hall et al., 1991). 

Another study estimated that 8l%'of those who died from cancer saw the GP within 
one month of death, 93% had at least one home visit and 37% had at least one night- 
time visit in the year preceding death. Twenty eight percent of respondents thought it 
would have been helpful if the GP had visited them at home more often and 15% 
would have liked more night visits. Overall, 39% rated the GP service as excellent, 
33% as good and 28% as fair or poor (Addington-Hall and McCarthy, 1995). 

Other studies have also shown that many patients feel that they are not visited often 
enough. Patients tend to rate the quality of the palliative care received in the home 
from the GP in terms of the frequency of home visits rather than the symptom relief 
achieved. Although patients and their families may not expressly criticise the services 
provided by the GP, their satisfaction is often low. One English study found that while 
a quarter of patients were grateful to their GP, 34% were critical. While consumers 
often feel that family support is poor, GPs do not always feel that this is an important 
part of their work. Other problems identified in the domiciliary service provided by 
GPs include lack of experience, poor skills in pain and symptom control, poor 
communication with patients and colleagues and inadequate planning of palliative 
care services (Doyle, 1997). 



One general practice based study resulted in thc development of a set 01 
multidisciplinary guidelines to be used in the management of all local terminally ill 
patients. These guidelines were decided upon by combining elements of best practice 
in a number of GP practices. All involved in  this study emphasised the importance of 
cohesive teamwork in the management of the terminally ill and the usefulness of such 
guidelines in co-ordinating care and facilitating audit (Robinson and Stacy, 1994). 

2.7 Place of Death 

A summary of trends in palliative care services in the United Kingdom since 1990 
comments on a decrease in the average length of hospice admissions with more 
discharges and fewer deaths per admission. This may be due to the growth in the 
provision of home care and day care services and patients' wishes to be cared for at 
home (Eve et al., 1997). This changing model of palliative care requires that patients 
are facilitated to die in their own space (Roe, 1992). 

In the United Kingdom, relatively few deaths occur in hospices. Studies suggest that ' 

2.5%-7% of all deaths and 14%-17% of cancer deaths occur in hospices but official 
statistics do not list hospices as a separate place of death (Higginson, 1993; 0' Neill 
and Rodway, 1998; Seale, 1989). Ninety percent of all cancer patients spend some 
time in hospital during the last year of life while 55-60% die in hospital (0' Neill and 
Rodway, 1998; Hockley et al., 1988). Until in-patient hospices and home care become 
more accessible, some authors say that the care of the dying will continue to be 
primarily a responsibility of hospitals where the majority of deaths take place (Meier 
et al., 1997). 

It is generally assumed- that most patients would prefer to die at home although there 
is little hard evidence (Thorpe, 1993). Although many patients request to die at home, 
this is only practical in just over 50% of cases. Care at home requires time 
commitment fiom family members and incurs extra costs for electricity and heating. 
Many patients feel more secure in a unit with trained staff, and their families feel less 
anxious and responsible (Finlay, 1996). 

One of the commonest reasons for hospital or hospice admission during the last few 
days of life is a lack of practical support for carers in the community (Adam, 1997). 
One study showed that nearly two thirds of patients in hospital for their last admission 
did not need twenty four hour care but could have been looked after a: home with 
home care support, district nursing visits and shod term use of equipment when 
needed. This study concluded that with a limited increase in community support, 50% 
more patients could die at home (Townsend, Frank, Fermont et al., 1990). 

Data fiom the United Kingdom suggest that where patients with cancer are concerned, 
place of death is strongly associated with deprivation in that patients from more 
deprived areas are less likely to die at home. This pattern is not mirrored in those 
dying from circulatory disease where there is no apparent relationship with 
deprivation. This may be related to the fact that increased nursing is usually required 
during the palliative period of cancer which may be affected by social factors whereas 
circulatory disease is often more sudden (Higginson, Webb and Lessof, 1994). 

One study which looked at preferred versus actual place of death found that 53% of 
those who made a choice wished to die at home which stresses the importance of the 



development of the home care services. Twenty nine percent of palients wished to die 
in a hospice and 14% wished to die in hospital. The latter group had developed a close 
relationship with the doctors and nurses on a particular hospital ward and in most 
cases had been admitted to that ward on a number of occasions (Dunlop, Davies and 
Moclcley, 1989). 

A study which examined the views of bereaved families about the experiences of 
terminally ill patients found that carers of those patients dying at home were 
significantly more likely to feel that the place of death had been right for the patient 
(97% versus 53%) than carers of those patients dying in hospital (Addington-Hall et 
al., 1991). 

Studies have shown that patients who receive palliative care services are more likely 
to die at home than those who were not in receipt of these services. Death at home is 
often recognised as a good outcome for a palliative care service and 50-70% of those 
dying patients who express a preference choose their own home as their preferred 
location for death (Gray and Forster, 1997). 

Variations and patterns in where people die should be taken into account in the 
assessment of health needs. In the western world a high proportion of people die in 
hospital (Clark and Malson, 1995). This proportion has not fallen as the palliative care 
service has grown (Bosanquet,l997). 

The proportion of patients dying at home in the United Kingdom has fallen from 60% 
in the 1960s to 24% today (Bosanquet, 1997). This percentage has dropped steadily 
except in areas with a specialist domiciliary palliative care service without access to 
in-patient hospice beds. In North America the corresponding figure is 15%, in 
Scandinavia 10% die at home and in Japan 8.2% of cancer deaths but 29% of total 
deaths occur at home. A small percentage of deaths also occurs at home in Italy, 
Germany, France, Australia and New Zealand (Doyle, 1997). 

Although only a quarter of patients die at home, however, more than 90% of the 
terminally ill patient's last year of life is spent at home thus emphasising the role of 
the general practitioner (Lloyd-Williams and Lloyd-Williams, 1996). 

2.8 Palliative Care for Non-Malignant Conditions 

Palliative care encompasses patients who suffer from a range of different diseases 
with varying rates of progression. Higginson classifies the main primary diseases 
which may require palliative care. 

0 Cancer 
- lung, trachea, bronchus 
- female breast 
- digestive tract 
- genitourinary 
- ear, nose and throat 
- lymphatic 
- leukaemia 
- haemopoietic 



o Progressive non-m;~lignant conditions which can have a palliative period 
- diseases of thc circulatory system c.g. cardiovascular, cerebrovascular 
diseases 
- diseases oi'thc rcspirutory system 
- diseases of the ncrvous system and sense organs c.g. motor ncurone disease, 
multiple sclerosis 
- AIDS1 HIV 

Children's terminal illnesses and hereditary diseases 
- hereditary degenerative disorder e.g. muscular dystrophy 
- cystic fibrosis 

Widening the definition of patients who may need palliative care beyond those with 
cancers could triple the number involved (IHigginson, 1997). 

Some authors have commented on the fact that patients with cancer are more 
generously supported than those suffering from other life-threatening diseases who 
are not generally accepted for hospice and home care support. The reasons for this 
perceived exclusion are, firstly, the difficulty of predicting the prognosis in these 
illnesses and, secondly, the shcer size of the problem which far exceeds that of cancer 
patients alone (Ford, 1992). 

The role of specialists in palliative medicine is to apply what has been learned about 
the management of those with malignant disease to those with incurable non- 
malignant conditions and to encourage best practice. Many symptoms are experienced 
both by those with malignant and non-malignant disease hut they may be more 
prolonged in those without cancer (0' Brien, Welsh and Dunn, 1998; Hockley et al., 
1988). 

A survey of Irish palliative care services found that, although all the units surveyed 
said that they treated patients with illnesses other than cancer, this group represented 
only 2% of admissions in a ye& (Igoe et al, 1997). Studies of the diagnoses of hospice 
patients in other countries found that the percentage of patients admitted with non- 
malignant disease varied from over 37% in a North American hospice to 3% in Japan 
and Germany (Voltz et al., 1997). 

A recent study of the palliative care services in the United Kingdom showed that 
malignant disease accounted for 96.7% of new admissions to inpatient units, 96.3% 
of new home care patients and 96.3% of new day care patients (Eve et al., 1997). 
Another study found that of the 293 hospice and palliative care services in Great 
Britain and Ireland that responded to a questionnaire, 84 accepted patients with motor 
neurone disease and 56 accepted patients with AIDS. The majority of units said that 
they would accept patients with multiple sclerosis and heart disease and half of them 
would accept patients with Alzheimer's disease, Parkinson's disease or those who 
have suffered a stroke. Other illnesses that would be accepted by varying percentages 
of the services include those with chronic pain, renal failure, diverticular disease, 
ischaemic problems, rheumatoid arthritis and vascular disease (Wilson, Bunting, 
Cumow et al., 1995). 



2.8. I HIV/ AIDS 

When the AIDS epidemic was first idcntified, palhative care had little to offer The 
model of palliative care practised at that timc was the sequential model whereby 
palliative care took ovcr only when active treatment ceased. Since then palliative care 
has moved towards the concurrent model whereby palliative care works with active 
treatment (Glare and Cooney, 1996). Figure 2.1 illustrates the two different models. 

Intermediate immunc deficiency Advanced immune deficiency 

Sequential Model: Palliative care takes over when active treatment ceases 

PalIiative care 

Concurrent model: Palliative care works with active treatment and has increasing importance as 
symptoms increase 

Figure 2.1 Sequential and concurrent rnodefs of palliative care 

AIDS patients now account for about 5% of referrals to urban Australian palliative 
care services, but up to 25% of referrals in certain areas such as inner city Sydney 
(Glare and Cooney, 1996). 

In advanced stages of this disease the emphasis of care is palliative. AIDS differs 
from advanced cancer in that the sufferers are generally younger, they may be 
inadequately housed, treatments such as blood transfusion or other intravenous 
therapies may be given to them to improve their quality of life and the terminal stage 
of their disease is more difficult to identify. However, in spite of these differences, 
where the number of people with HIVl AIDS is small, it makes better economic sense 
for existing palliative care services to provide care for this group (Higginson, 1993). 

During the later stages of the disease many patients prefer to remain at home, relying 
on community service support and hospice respite care when needed. Many patients 
also choose to die at home or in a hospice. This means that an increasing number of 
people who are not infectious disease specialists are having to learn about and deal 
with patients with AIDS, particularly with advanced disease (Wood, Whittet and 
Bradbeer, 1997). 



Physicians are referring paticnts with AIDS to hospice programmes with increasing 
frequency. However, the danger with this is that patients may be referred to hospices 
too early due to frustration at not achieving a cure on the part of the physi-' ~ i a n .  
Premature admission may shorten the lives of those with AIDS and impede research 
into this important disease (Bulkin and Lukashok, 1988). 

2.8.2 Motor neurone disease 

A number of hospice units provide care for those with motor neurone disease, a 
disease which has a comparable course to certain forms of cancer and can be 
accommodated in a similar framework of care (Ford, 1992). It generally has a shorter 
prognosis than other progressive neurological disorders such as Parkinson's disease 
and multiple sclerosis. Community support and counselling should be offered to 
sufferers from the time of diagnosis onwards (Oxtoby and Eikaas, 1993). 

Amyotrophic lateral sclerosis (ALS) is the most common degenerative motor neurone. 
disease. Its prevalence is approximately 6-8 per 100,000 and its incidence is 
increasing. There is no curative treatment available for ALS and palliative care has an 
important role to play in its management (Borasio and Voltz, 1997). 

Home care can be effective even for those who are severely paralysed, although 
hospice care remains a popular alternative. The advantages of home care are that it 
can raise the morale of those concerned and it also leads to a reduction in costs of care 
(Norris, Smith and Denys, 1985). The issue of in-patient care may also have to be 
addressed at some stage, either for symptom control, respite care or terminal care (0 '  
Brien, 1993). In hospices the family is the unit of care and family members are given 
psychosocial and emotional support. They are also given an opportunity to explore the 
nature of the disease and to address the fears that they have regarding this progressive 
illness (0 '  Brien, Kelly and Saunders, 1992). 

Extending the remit of hospice style care to non-malignant conditions such as motor 
neurone disease leads to difficulties in the estimation of prognosis and in the caring 
for patients with long-term chronic disability. The capacity of existing specialist 
palliative care services to offer more than a token contribution to the care of such 
patients must be examined (National Council for Hospice and Palliative Care 
Services, 1993). 

2.8.3 Other non-malignant conditions 

Advanced cardiac disease 

The management of cardiac disease has a substantial palliative care component at all 
stages. Cardiac failure is the final common pathway in most patients with advanced 
cardiac disease, excluding sudden deaths. It affects 1-2% of the adult population and 
its prevalence rises with age. Mortality is higher than in many forms of cancer, with a 
60% annual mortality with grade four cardiac failure and an overall five year 
mortality of 80% in men (0 '  Brien et al., 1998). 

Patients with heart disease are similar in ways to those with cancer in that their future 
is uncertain and the underlying pathology is often incurable. However, although many 
articles have addressed the issue of dying with cancer, few have looked at those dying 
with heart disease. One study suggests that while patients with heart disease might 



benefit from the expertise developed within palliative medicine, further research is 
needed to investigate whether treatments devised for the needs of cancer patients can 
also he used for those with advanced cardiac disease (McCarthy, Lay and Addington- 
Hall, 1996). It is, however, often difficult to decide when a patient with heart failure 
has reached a stage when palliative care is appropriate and there is a tendency to try to 
resuscitate these patients even when this is inappropriate (Cushen, 1994). 

Another English study found a very low demand for palliative care beds for patients 
with cardiac failure. Although four out of ten hospices surveyed said that they would 
consider admitting patients with a primary diagnosis of end stage cardiac failure and 
two had done so in the previous year, enquiries and applications on behalf of those 
with this condition were very low. The author suggests a possible lack of appreciation 
of the poor prognosis associated with end stage cardiac failure (Jones, 1995). 

Advanced respiratory and renal disease 

The commonest chronic respiratory condition requiring is chronic' 
obstructive pulmonary disease. Its clinical course and prognosis may be difficult to 
predict and patients can survive for decades with this condition (0 Brien et al., 1998). 

Palliative medicine also has a role to play in the management of patients with terminal 
renal failwe who do not wish to commence or remain on dialysis. A survey of 20 
palliative care units found that while 13 restricted admission to those with malignant 
disease, motor neurone disease or AIDS, seven admitted patients with any terminal 
condition. Thirteen had never been referred a patient with uncomplicated renal failure. 
Most of those surveyed would not accept such a patient because of uncertainty 
regarding prognosis, policy, workload or inexperience in the management of the 
condition. The author proposes that patients with renal failure may occasionally be 
suitable for hospice or community based palliative care services (Andrews, 1995). 

2.9 The Views of the Patient and C a ~ e r  

A study of patients' perceptions of their care at Ow Lady's Hospice found that 
patients admitted to this hospice no longer dwelt on their physical distress and future 
fears but that their focus of attention was changed (McDonnell, 1989). An English 
study found that communication in hospices was better than in hospitals and that 
hospice staff were less likely to be judged as 'very busy' (Seale and Kelly, 1997). 
Another study found that patients in St Christopher's Hospice suffered pain and 
distress less often and were more aware of chapel services and prayers than at other 
hospitals. (Parkes, 1979a). 

About three quarters of people receive care at home from informal carers, most of 
whom are women. Approximately one third of cancer patients receive care from one 
close relative only, while almost half are cared for by two or three relatives, typically 
a spouse and an older child. Most informal carers perform simple nursing procedures 
daily and describe feeling useless when they are not given simple instructions on how 
best to care for patients. In the year before a cancer patient's death, the prevalence of 
anxiety among informal carers is 46% and that of depression is 39%. Carers anxiety is 
rated alongside patients' symptoms as the most severe problem encountered by 
patients and their families (Ramkez, Addington-Hall and Richards,1998). 



A study of the spouses of patients who died of cancer in St Christopher's Hospice 
found that they were more lilcely to spend more time at the bedside than spouses of 
hospital patients and to get to know more of the staff and other patients' families. 
They were also less worried about concealing their own fears from the patient 
(Parkes, 1979b). 

A furfher study compared terminal care in 1967-9 with that in 1977-9 as seen by 
surviving spouses of patients of St. Christopher's Hospice and other hospitals. The 
spouses were found to be playing a larger part in patient care in the hospice by 1979 
and were more likely to keep in touch with hospital staff than previously. The spouses 
of hospital patients were more likely to spend more time by the bedside in 1977-9 but 
were not found to play a larger role in patient care. Both sets of spouses experienced 
better adjustment after death in 1979 than in 1969 and also experienced less distress 
before bereavement. The findings of this study support the use of hospices and other 
similar special units in the care of the dying (Parkes and Parkes, 1984). 

ho the r  study which interviewed carers of patients with cancer who had died at home 
identified difficulties experienced by the carers. These included the lack of practical 
nursing support, lack of financial advice, lack of information about resources outside 
the health service, difficulties in obtaining out of hours advice and difficulties in 
getting house calls from general practitioners (Jones et al., 1993). 

2.10 Education and Training 

The need for palliative care education has increased in recent years just as the demand 
for palliative care services has increased. The level of palliative care education 
available throughout the world varies widely. In Europe, the European Association for 
Palliative Care has examined the present status of professional education. Curricula in 
palliative medicine which cover undergraduate, postgraduate and higher professional 
training have been adopted in Canada and all European Union member states. Formal / 

education programmes have also been developed in the United Kingdom and 
Australia (MacLeod and James, 1997). In 1996, the United Kingdom was the only 
country where elements of palliative care were taught in each medical school, 
although examined in few, and was the first country in the world to develop curricula 
for undergraduates, GP trainees and registrars (Doyle, 1996). The position paper on 
the development of hospice and specialist palliative care services in Ireland states that 
the important role of education and training in palliative care must be fully 
acknowledged and addressed in all service development 'plans (Irish Association for 
Palliative Care and Irish Hospice Foundation, 1996). 

A general practice based study highlighted deficiencies in the palliative care training 
of general practitioners. Although only 1% of the GPs had not received any training at 
all in palliative care, 10% were never trained to use a syringe driver and 4-5% were 
not trained in communication skills and bereavement care. As students, 22% received 
no training at all and those who did reported that it concentrated on physical 
symptoms. As junior doctors, 29% received no training at all and 70% reported no 
training in the psychosocial aspects of care. Ninety five percent of GP trainees did 
receive training during their trainee year. The absence of universal training in 
palliative care of junior hospital doctors is a cause of concern since the majority of 
patients with terminal illness die in acute hospitals (Barclay et al., 1997). 



Another study suggests that, with further training, standards of care of the terminally 
ill in a community setting could be considerably improved (Haines and Booroff, 
1986). Palliative care centres should provide regular education programmes for 
students and qualified practitioners, including general practitioners and public health 
nurses, in terminal care which forms an integral component of palliative care (Thorpe, 
1993). 

In the United States of America, medical schools and residency training programmes 
contain minimal formal courses on death and dying. As a result, many physicians fail 
to treat pain adequately and physician-patient communication can be poor. Some 
special initiatives have, however, been introduced in the USA. The Project of Death in 
America supports a faculty scholars program that fosters leadership in palliative 
medicine in major teaching hospitals. Federal sources and private foundations also 
fund research and educational initiatives in palliative care. Finally, the American 
Board of Internal Medicine aims to introduce palliative care topics in certificate 
examinations (Meier et al., 1997). 

Many palliative care units have established education departments which can serve to 
educate GPs and hospital doctors but which also play a role in the development of 
palliative care staff and the extension of their own professional practice. Palliative 
care training can contribute enormously to undergraduate education and can help to 
incorporate palliative thinking into the routine work of carers (Coles, 1996). One 
study which looked at patients' perceptions of medical student teaching in a hospice 
found it to be viewed positively by the vast majority of patients who said that they 
would welcome taking part in such teaching again (Franks and Rudd, 1997). i i  

2.11 Bereavement Services 
.tr 

The emphasis placed on family centred care by palliative care teams means that 
bereavement should form an integral part of the palliative care service. However, 
competing work pressures and lack of $me or other resources can limit the provision 
of this service. A range of techniques may be employed which includes group work, 
one to one counselling, support groups, social activities, telephone contact and 
provision of written information about grief and bereavement. There have, however, 
been few attempts to evaluate these services (Payne and Relf, 1994; Wilkes, 1993). 

The provision of one to one bereavement counselling has been evaluatzd. This has 
proved effective in the management of those with risk factors for a poor outcome but 
not in the management of unselected bereaved people (Payne and Relf, 1994; 
Sheldon, 1998). Studies have shown that professional services and professionally 
supported volunteer and self-help services can reduce the risk of psychiatric and 
psychosomatic disorders resulting from bereavement (Parkes, 1980a). 

A study which looked at the allocation of bereavement services found that most 
palliative care units made no assessment at all or used informal assessment 
procedures. Forty six percent of those who provided bereavement services but did not 
make formal assessments based their decisions on discussions amongst professionals, 
32% provided follow-up to all and 9% relied on people to self-refer. Twenty six 
percent of all responding units carried out more formal assessments of need which 
involved the completion of a written form of some description such as a check-list or 
a questionnaire (Payne and Relf, 1994). 



One questionnaire-based study providcs a polilc ol a typical hospice bereavement 
service. The service is typically the responsibility of a social worker who answers to a 
scnior nurse. Some funding is usually provided by the hospice itselC Client selection 
is the responsibility of the nurse. Volunteers carry out most of the visiting. The 
service usually has a case-load of twenty to thirty clients who meet on a monthly basis 
for about a year. Actual bereavement services may, however, differ dramatically from 
this typical model (Wilkes, 1993). 

One survey involving the families of those availing of home care services revealed 
differing views concerning the role of bereavement counselling. While some of those 
questioned found this form of counselling essential, others felt that it was not always 
necessary in families with independent systems where such intervention could be 
viewed as interference (Amado, Cronk and Mileo, 1979). Another study found that 
professional services and professionally supported volunteer and self-help services are 
capable of reducing the risk of psychiatric and psychosomatic disorders resulting from 
bereavement. Services are most beneficial amongst the bereaved who perceive their . 
families as unsupportive or who for other reasons are thought to be at special risk. 
Medical practitioners also have important roles to play in providing support for 
bereaved people. Telephone calls and office consultations, however, are no substitute 
for home visits where bereavement counselling is concerned (Parkes, 1980b). 

In a survey of Irish palliative care services, five out of 18 groups identified the 
improvement of bereavement counselling services as a future development plan (Igoe 
et al., 1997). 

2.12 Paediatric Palliative Care 

The growth of palliative medicine for adults has not been paralleled in paediatrics. 
The care of the dying child, however, involves an appreciation of issues that are 
distinct from those faced in adult palliative care (Liben, 1996). It is only relatively 
recently that the specific palliative care needs of children have been recognised. There 
is an increasing awareness that traditional hospital care is not necessarily the most 
appropriate model of care for children and that many families, given a choice, would 
opt for home care (Goldman, 1996). The majority of paediatric patients who could 
benefit from existing palliative care services do not avail of them, however. These 
services, designated as providing end of life care, whether they are in-patient, free- 
standing or community based, tend not to be used for terminal care for children 
(Frager, 1996). 

Children dying from cancer were among the first to benefit from formal home care 
programmes. However, in addition to children with malignant disease there are other 
children with a variety of life-threatening conditions. These include 
neurodegenerative and metabolic disorders, muscular dystrophy, severe congenital 
abnormalities, organ failures and HIV/ AIDS. There is, however, still an imbalance 
with a relative neglect of palliative care in diseases other than cancer (Goldman, 
1996). 

The results of a number of studies estimate that between 5,400 and 20,000 children in 
the United Kingdom suffer from a life-threatening illness at any one time. The best 
and most recent estimate is that of one per 1000 children. This number is small when 
compared to the number of adults needing palliative care (Goldman, 1996). An 



estimate of the annual mortality amongst children from life limiting illnesses is 
approximately one per 10,000 children aged from 1 to 17. In a population of 250,000 
with a child population of 50,000, in one year two children are likely to die from 
cancer, one from heart disease and two from other life limiting illnesses whereas fifty 
children are likely to have a life limiting illness, with about half of them requiring 
palliative care at any lime (Goldman, 1998). 

Given the choice, many families prefer to care for a dying child at home. The 
prognosis for a child with cancer, from the time when palliative care is the main mode 
of treatment, is usually only a few months. For illnesses such as neurodegenerative 
disorders the care is palliative from diagnosis onwards, with respite care playing an 
important role. For other illnesses such as cancer and AIDS, intensive treatments may 
be used to prolong life or to improve its quality and palliative care often runs in 
conjunction with these. Paediatric oncology has well developed systems, often using 
nurses based in cancer centres to develop links with the community, to share the care 
of the child and to act as a resource for the home care team. These models could be 
used to develop a more comprehensive system of care for children dying from other 
diseases (Goldman, 1996). 

Internationally, the provision of paediatric palliative care varies from country to 
country. The first free-standing children's hospice was Helen House in Oxford, 
England. However, this is mainly used for respite care for families of children with 
chronic diseases. Admissions to Helen House reflect this bias and in their first seven 
months of operation only 7% of their admissions were specifically admitted for 
terminal care (Frager, 1996). In the United States, although palliative care services are 
available for children, only 1% of the deaths in hospices are children under the age of 
19. According to one conservative estimate, there are approximately 17,000 children a 
year who could benefit kern c l i a l  palliative care services. In Canada, palliative 
care services are available to families with children dying from cancer. There is no 
exclusion of children in any of the hospick programmes (Martinson, 1996). 

/ 

In Japan, which has the most sophisticated health care service in Asia, limited 
attention has been given to palliative care for children at home. Health care 
professionals believe that the small size of the family home is not conducive to home 
care for the dying child. Children with cancer are presently kept in hospital for 
months at a time. Palliative care services are also being expanded in China and 
Taiwan. In Zimbabwe, there is a high number of children dying from AIDS and there 
is usually one child dying at any one time in the 30-bed hospice in-patient unit 
(Martinson, 1996). 

A growing group of professionals has begun to focus their efforts on the needs of 
dying children and their families. Key problems which limit the delivery of palliative 
care to children are the diff~culties in evaluating the needs of young children and the 
persistence of misperceptions of what medicine can offer the dying child (Liben, 
1996). Specialist paediatric palliative care services are not widely available. However, 
adult palliative care teams can contribute greatly to the care of children provided that 
they have the support of a paediatric team (Finlay, McQuillan and Webb, 1995) and 
are willing to acquire new skills (McKeogh and Evans, 1996). In a survey of hospices 
and in-patient units in the United Kingdom and Ireland, 33 out of 168 hospices said 
that they would admit children on occasion, but only 12 (7%) of these had actually 



done so in the past ycal-. 1:ous liospices had either one or two desigmtcd beds ibr  
children, but only two of  Lhcsc hospiccs had uscd these heds (Evc and Smith, 1996). 

2.13 Palliative Cnrc 1lese:ircll :tnd Audit 

Palliative care rcscarch is rccogniscd as posing many methodological challenges. 
(McWhinney, Bass and I)onncr, 1994). Significant limitations have been identified in 
studies of the dying and their families. Many patients and their families may be 
excluded from such rcscarch studies due to the fact that the patients are too unwell, 
their families wish to protect thcm ii-om probing qucstions or the families themselves 
are too stressed to participate i n  such studies (Jarvis et al., 1996). 

One author comments on the fact that there has been a lot more anecdotal than 
operational research carried out in the palliative care field and that the emphasis of 
future studies will be on the provision of evidence (Ford, 1992). Most research to date 
has described activity rather than evaluating care and outcomes (Corller, 1996). 
Certain forms of data are more readily available in the United States due to the 
recording of therapies and procedures for insurance purposes, thus facilitating 
research in this area (Seale, 1989). 

Various forms of research methodology have been employed in palliative care 
research. Retrospective methods have used chart review (Chan and Woodruff, 1991) 
and interviews with proxy respondents. A difficulty identified with this latter method 
is that little is known about how the views of such respondents differ from those of 
the patients themselves and how bereavement can affect these views (Addington-Hall 
and McCarthy, 1995). The use of family and carers as informants may, therefore, 
introduce some bias into such studies. (Addington-Hall et al., 1991). However, the use 
of proxy respondents to report on the experiences of dying patients does have certain 
advantages over direct interviews with the patients concerned and recent reviews 
support the validity of using carers' reports (Seale and Kelly, 1997). 

Randomised controlled trials have also been carried out in this area. The first 
randomised controlled trial of in-hospice care was carried out by Kane in the early 
1980s. This study found that while patients and their families were more satisfied with 
hospice care, there was no great difference in cost or effectiveness when hospice care 
was compared to conventional care. The author suggests that hospice care should be 
available as a matter of choice (Kane et al., 1984). Another randomistd controlled 
trial of palliative home care encountered a number of methodological difficulties and 
concluded that such trials may be impracticable for the evaluation of palliative care 
services (McWhinney, Bass and Donner, 1994). 

The use of qualitative methods is now gaining acceptance in health research. The 
qualitative-quantitative divide has existed since the nineteenth century. By the early 
twentieth century clear schools of qualitative research began to emerge and by the late 
1980s a substantial amount of writing on qualitative research was available. The range 
of techniques used in qualitative research consists of observation, participant 
observation, interviews (individual and group), focus groups, documentary analysis 
and case studies (Clark, 1997). 

Qualitative research has already made a significant contribution to studies in palliative 
care and related areas. There is considerable scope for the use of interviews and focus 



groups to elucidate public perceptions of palliative care services and to identify areas 
of particular health need. These techniques are, therefore, suitable for use in needs 
assessments (Clark, 1997). The inclusion of qualitative data can give a more realistic 
understanding of the actions that we needed to improve care (Seale and Kelly. 1997). 

Qualitative research is only as good as the questions underpinning it. Although it can 
throw up interesting and unexpected findings, it should not be seen as an alternative to 
the generation of questions to be answered (Clark, 1997). 

Although thc process of audit is beneficial, it can be d~fficult to find the time to carry 
it out. It has been suggested that it is easier to carry out once it has been incorporated 
into the normal daily routine. One study aimed to identify changes in practice which 
occurred as a result of audit and to determine the opinions of palliativq care service 
providers towards audit. Changes identified included implementation of standards, 
improved note keeping and changes in care plans. The service providers identified 
improvements in the quality of patient care as the principal advantage of carrying out 
audit, whereas the time involved was identified as the main disadvantage (Higginson, 
Hearn and Webb, 1996). 

2.14 Quality of Life 

Quality of life assessment is of great importance in patients with progressive 
conditions. However, although many definitions of palliative care include quality of 
life as a central theme, little research has been carried out on the effects of palliative 
care on quality of life (0' Boyle and Waldron, 1997). Such assessments are difficult 
to carry out due to the fact that patients are too ill for long interviews and family 
members or carers are poor proxy respondents (Finlay and Dunlop, 1994). It is also 
difficult to translate research findings regarding quality of life into practical decisions 
regarding patient care (Skeel, 1993). 

Quality of life, although difficult to define, is related to a sense of wellbeing or 
satisfaction with life. It is said to be determined by the gap at a particular time 
between the hopes and expectations of an individual and his present experiences. The 
many dimensions of quality of life include physical function, social function, 
psychological function and spiritual wellbeing. One of the primary goals of palliative 
care is to improve the quality of life of patients with incurable illness. Difficulties can 
arise, however, in measuring the extent to which this goal is achieved as there is no 
single quality of life instrument for all aspects of palliative care (Richards and 
Rarnirez, 1997). 

2.15 Costs and Number of Hospice Beds Needed 

Although estimates of likely referrals to a proposed hospice can be made, they tend to 
underestimate actual demand. It seems reasonable to assume that, as the benefits of 
hospice care become more apparent, the number of patients referred will increase 
accordingly. Also, an individual patient can be admitted more than once in a year 
which must be taken into account too (Frankel and Karnmerling, 1990). 

Many estimates have been made of the number of hospice beds required in a 
population of a given size and a consensus has not yet been reached. Studies in the 
1960s and early 1970s suggested that between 2 and 12 beds should be provided per 
100,000 of the population. Another study around this time suggested that 5 beds 



should be provided for all cancer patients requiring terminal care per 100,000 
(Alderson, 1973; Wilkes, 1965). A more recent paper also suggests that the provision 
of 5 beds per 100,000 population is a reasonable number, provided that the population 
denominator is adjusted to reflect effective access (Frankel, 1990). 

An Irish study which examined the views of home care service providers estimated 
that the number in need of home care services at any one time was, on average, 55 pcr 
100,000 with a range from 20 to 217 per 100,000 (Igoe et al, 1997). 

Another study estimated the number of bed days needed in a population of two 
million in the Tharnes Valley to serve the needs of the non-cancer patients with 
palliative carc requirements. They estimated that between 66,000 and 80,000 bed days 
per year would be required. This would allow for between 3,300 and 4,000 patients to 
be admitted for an average of 20 days per patient (Wilson et al, 1995). 

The economic analysis of specialist services for the terminally ill has been largely 
neglected with few attempts being made to compare the costs and benefits of 
alternative forms of palliative carc. Improved co-ordination of palliative care services 
can give rise to considerable savings. One randomised controlled trial of the cost- 
effectiveness of a district co-ordinating service for terminally ill cancer patients found 
that the mean cost of carc per co-ordinated patient was approximately half that of each 
control (£4774 vs. £8034). The patients of the co-ordinating service were also found 
to spend fewer days in hospital (Raftery et al., 1996). 

An in-depth survey of the cost of providing in-patient hospice care was undertaken by 
St Christopher's Hospice in 1983. Twenty hospices were selected for this survey. The 
average cost of a bed per week tended to be higher in those units with a lower number 
of beds (5-15 beds) with the cost falling to a minimum in the range of 25-30 beds. 
Costs began to rise with units in excess of.30 beds, but only a small number of units 
fell into this category. The average cost pef patient per week, which is the product of 
the cost per bed per week and bed occupancy, followed a similar trend, with costs 
being lowest in those hospices with 25-30 beds (Hill and Oliver, 1984). 

A follow-up survey which selected 40 hospices was carried out in 1988. It 
demonstrated similar patterns in costs per bed and per patient per week. This survey 
also looked at costs for home care. It calculated costs ranging between £12,300 and 
£23,300 per full time equivalent nurse per year with an average of £15,600, These 
figures included travelling expenses and the cost of office accommodation where 
applicable. The cost of day care varies considerably with few hospices identifying 
specific costs. Eight hospices in the survey gave figures ranging from £3,000 to 
£90,000. If two major day care centres were excluded, the upper limit fell to £21,000. 
All hospices were found to rely on volunteers to a greater or lesser extent. The 
number of volunteers per unit varied from 50 to 350 (Hill and Oliver, 1988). 

The National Hospice Study which was carried out in the 1980s highlighted the 
important contribution of case mix to hospice costs. Ninety three percent of the 
hospice population studied were suffering from cancer and 90% died in the hospice 
but those with diagnoses other than cancer and those who were discharged incurred 
costs that were half as high again as those who died of cancer (Greer et al., 1986). 



llcporls have highlighted the expense involved in the creation of new in patient 
services and suggest that it may bc more cost-effective to invest funds in improving 
hospital and home care services rather than building new hospices (Parkes, 1985). 
Research data which demonstrate that the provision of hospice care is cost effective 
are limited. Research indicates that hospice care costs lcss than conventional care only 
in the last month of life. Cost savings may also occur in the last month of life due to 
the substitution of home care for hospital care. One of the main ways in which 
hospice and home care save money is by replacing hospital labour with labour 
provided by family members. The out of pocket expenses incurred by the family in 
the course of providing care as well as lost wages for carers who have to stay at home 
should be taken into account in any cost effectiveness analysis of the different types 
of palliative care services (Bailes, 1995). 

2.16 I rkh  Palliative Care Research 

A study which looked at palliative care in the mid-west region was commissioned by 
the Mid-Western Health Board (covering Limerick, Clare and North Tipperary) and 
Milford Hospice and was conducted by the University of Limerick. The aim of the 
study was to gain a better understanding of the adequacy and efficacy of local 
palliative care services, examining in particular the multi-disciplinary team approach. 

Groups surveyed during the course of the study included general practitioners, 
hospital consultants, public health nurses, home care nurses and carers. This study 
made many recommendations. These included 

0 Improved co-ordination of palliative care services in the community 
Examination of current out of hours services including the night nursing service 

0 Increased number of specialist palliative care staff at local level 
e Imvroved communication between doctors and vatientslfamilies 

Improved counselling services for patients/farnilies 
0 Increased information for patients regarding the services 
0 Education of service providers 

Finally, this study recommended that further research be carried out at national level 
regarding the planning and evaluation of palliative care services (Riper, 1995). 

2.17 Conclusions from Literature Review 

This review of the literature allows the authors to build up a picture of the important 
components of any model of specialist palliative care. Such a model should be 
specialist led and should include the following elements. 

Home care 
Home care is a way of improving the quality of life of patients and their families as 
well as being more cost-effective than hospitalisation (Roe, 1992). It can also reduce 
the demand on hospice beds. Access to such a service should be available to patients 
dying at home who need specialist palliative care (Thorpe, 1993). 

Evaluation of the first home care team in the United Kingdom showed it to be 
successful with high patient satisfaction, reduced length of hospital admissions and 
reduced health care costs (Parkes, 1980a). There is a great advantage in a strong link 
between a home care service and a palliative care centre. There is then ready access to 



beds, day care, out-patient care and other paramedical services when they are needed 
(Thorpe, 1993). 

Ifospices 
The development of the modern hospice movement began in the United Kingdom in 
1967. Since then it has spread worldwide and has shown that the basic principles can 
be interpreted in a wide variety of settings and cultures (Saunders, 1996). A cross- 
cultural comparison of hospice institutions in the USA, Germany and Japan found no 
differences in basic hospice tenets including better care for dying patients (Voltz et 
al., 1997). 

The largest evaluation study of hospice care was the American National Hospice 
Study which involved 40 hospice care programmes compared with 14 conventional 
ontological care settings. This study found differences in process between hospice 
and conventional care in that fewer diagnostic tests and therapies were recorded for 
hospice patients (Greer et al., 1986). Studies have also found that communication is 
judged to be better by patients in hospices than hospitals and that patients suffer pain 
and distress less often in hospices (Parkes, 1979a). 

Services within acute hospitals 
Sixty five percent of adults in the United States now die in hospitals (Meier et a]., 
1997). Evaluations suggest that conditions for the dying in hospitals may have 
improved in recent years (Seale, 1989). 

Since the early 1970s, the importance of disseminating the expertise developed in 
hospices to acute hospitals has been stressed. By the mid-1970s the idea of a hospice 
team working within the acute hospital emerged (Hockley, 1992). These specialist 
hospital palliative care teams aim to bring the principles and benefits of palliative care 
into acute hospitals (Higginson, 1997). Studies have demonstrated a reduction in the 

I number of complaints relating to terminal care in hospitals with such a team (Hockley 
et al, 1988). 

These teams should act as a role model rather than taking over care and de-skilling the 
hospital team (Hockley, 1992). 

Day care and out-patient care 
Most of the day care units in the United Kingdom are based in specialist palliative 
care units, operate on weekdays and cater for ten to fifteen patients each day. Few 
studies have been carried out on day care but subjective views of patients suggest that 
day care affirms living rather than dying and that its patients may go into long term 
remissions. What is equally important is the respite that it offers to the patients' 
relatives (Doyle, 1997). 

Out-patient services enable the general practitioner to obtain specialist advice on any 
aspect of a patient's needs whilst still maintaining care at home. Such a facility should 
not, however, be regarded as a substitute for a domiciliary service where the patient is 
visited at home by the palliative care team (Doyle, 1997). 



Chapter Three Aims and Objectives 

The aims of this study were to review the overall need for specialist palliative care 
services in the Eastern Health Board, specifically within its East Coast area, to 
identify the level of existing services and shortcomings in service provision and to 
make recommendations regarding service development where necessary. 

These aims were achieved through a series of objectives: 

1. To examine the different models of palliative care, both nationally and 
internationally, by reviewing the relevant literature. 

2. To identify best practice for the delivery of the specialist palliative care services. 

3. To describe the incidence, prevalence and mortality of cancer and other diseases 
which may have a palliative care component. 

4. - To document all aspects of the current specialist palliative care services, 

5. To describe current service utilisation by patients with palliative care needs. 

6. To estimate consumer views of current palliative care services by interviewing 
patients and their families. 

7. To estimate expert view of the need for palliative care services by consultation 
with the providers. 

8. To make recommendations regarding the development of palliative care services 
in the Eastern Health Board area based on the research findings. 



Chapter Four Methods 

4.1 Scope of study 

For the purposes of this study, although diseases such as chronic respiratory disease or 
cardiovascular disease are mentioned, the emphasis is on malignant conditions, AIDS 
and motor neurone disease. These are the principal conditions currently provided for 
by the specialist palliative care services, both in Ireland and world-wide. 

4.2 Morbidity and mortalitJ. 

Morbidity and mortality data for a wide range of diseases with a palliative care 
component were gathered in order to estimate the need, both met and unmet, for 
specialist palliative care services in the region. Data specifically collected included 

Age specific mortality rates for the major cancers and selected non-malignant 
diseases which may have a palliative care component. 

0 . Age specific incidence rates for the major cancers in the region. 
Hospital discharges for patients with malignant and non-malignant diseases which 
may require palliative care input. 

The following data sources were used: 

National Cancer Registry 
Public Health Information System 

0 Central Statistics Office (CSO) 
0 Hospital In-patient Enquiry 

Department of Health 

The National Cancer Registry made data available for the purposes of this study so 
that incidence data could be geo-coded by district electoral division. This enabled the 
authors to estimate the burden of morbidity for the three areas of the proposed Eastern 
Regional Health Authority for 1994, the latest year for which these figures were 
available. 

4.3 Demography and population projections 

The Connell population projections make predictions of future population up to the 
year 2011. These projections, unlike the Central Statistics Office projections, 
disaggregate the projected population by county. 

Population projections for the Eastern Health Board area were used to examine trends 
in incidence and mortality for diseases with a palliative care component. Using the 
age composition of the three proposed areas of the new Eastern Regional Health 
Authority, this was also estimated for each individual area. 

4.4 Description and utilisation of services 

Specialist palliative care services which are currently provided in the Eastern Health 
Board area are described in detail, along with indicators of their utilisation such as 
bed occupancy, average length of stay and number of patients seen per annum. These 



services consist of in-hospicc, home care and day carc scrvices as well as specialist 
services provided in an acutc hospital setting. 

Services provided by gcncral practitioners, public health nurses and other non- 
statutory agencies are also described. 

A specially designcd questionnaire was sent to managers involved in the specialist 
palliative care services to provide a core set of data for dcscriptive purposes. Further 
information was gathered by meeting and collaborating with the various service 
providers. 

4.5 Satisfaction with current services 

When carrying out research which involves patients in receipt of specialist palliative 
care services, cognisauce must be taken of the fact that patients may only be in 
contact with the services Tor short periods of time before they die and may also be 
wry ill. 

This component of the study employed both quantitative and qualitative research 
methods in order to gain as much information as possible from a wide range of 
consumers, carers and service providers regarding the adequacy of and satisfaction 
with the existing palliative care services in the Health Board area. 

4.5.1 Qualitative research component 

The qualitative research component was carried out using both focus group methods 
and in-depth interviewing techniques. For the estimation of consumer views of the 
services, both patients and their relatives or carers were invited to participate. 

(a) In-depth interviews 
/ 

Six patients currently in receipt of specialist palliative care services were interviewed 
individually. The interviewees consisted of in-hospice, day care, home care and acute 
hospital patients. 

The advice of a palliative care consultant was sought as to whether or not the patients 
selected were well enough to participate. Their participation was then requested. The 
study was explained to them by a member of the palliative care ttarn and the 
researcher was introduced to them. The interviews took place in venues that were 
convenient for all participants. Interviews were taped, with the patients' consent, to 
allow transcription and analysis. Confidentiality was maintained at all times. 

(b) Focus groups 

Five focus group discussions were also arranged. One group was composed of seven 
relatives of patients in receipt of specialist palliative care services. Another two 
groups consisting of patients met in a day care setting. A fourth focus group consisted 
of specialist palliative care service providers. A fifth focus group was composed of 
general practitioners. 

The researcher facilitated in-depth discussion between group members regarding their 
views on present palliative care services highlighting such areas as communication, 



community support systems, family involven~ent and waiting times. The discussions 
were then transcribed and analysed. 

4.5.2 Quantitative research component 

Questionnaires were circulated to patients and their families, specialist service 
providers, general practitioners, Consultant Oncologists and public health nurses. In 
the absence of validated instruments suitable for use in an Irish setting, specially 
designed questionnaires were used. The qualitative research findings influenced the 
design of the questionnaires so that the themes which emerged from the in-depth 
interviews and the focus group discussions were further explored. 

Each questionnaire contained a section on satisfaction with existing services. A rating 
scale was used whereby the respondent was asked to put an X along a line of 
satisfaction from zero to ten. The questionnaires concluded with open questions 
regarding the adequacy of present services and ways in which palliative care services 
could be improved. All of the questionnaires used are enclosed in Appendix 2. 

All the information was treated confidentially and all questionnaires, with the 
exception of the GP questionnaire, were anonymous. The reason for the latter decision 
was to allow for targeted follow up of non-responding GPs. 

Although satisfaction surveys usually reveal high ratings for the service being 
examined, particularly when the participant feels that the provider of the service is 
conducting the survey, these surveys yielded valuable information regarding the 
palliative care services. The satisfaction levels for the various aspects of the service 
were compared to fmd out which aspects were more satisfactory. 

(a) Questionnaire for patients 

A sample of 45 patients in receipt of specialist palliative care services provided by 
Our Lady's Hospice was selected from a list of patient hospital numbers, using a table 
of random numbers. The advice of a Palliative Care Consultant or home care director 
was sought as to whether or not the patients selected were well enough to participate. 

A postal survey was then carried out by means of a self-administered questionnaire 
for patients. Two cover letters were sent with each questionnaire: one from the 
Eastern Health Board and the other from Our Lady's Hospice. These letters explained 
the purpose of the study. 

(b) Questionnaire for family members 

A questionnaire for a family member or carer accompanied each patient 
questionnaire. The patient was asked to give this questionnaire to a family member 
who was familiar with the palliative care services. Studies reported in the literature 
have shown that the views of patients and their families may vary considerably. 

(c) Questionnaire for general practitioners 

A list of all general practitioners practising in the Eastern Health Board area was 
obtained from the GP unit. A pilot survey involving 30 GPs identified no difficulties 
with interpretation of the various questions in the questionnaire. Two hundred and 



sixty more GPs were randonlly sclectcd from the sampling I'ramc for inclusion in this 
study. 

'fhe general practitioner is both an importmt provider and co-ordinator of palliative 
care services in the community who liaises with hospital services and other 
community services. The views of the GP were, thcrcfore, important in this study. 

(d) Questionnuire,for providers qfthe speciulist pnlliative care services 

This questionnaire was sent to all Consullants in Palliative Medicine and palliative 
care nurses in the Health Board area. It was also sent to occupational therapists, 
physiotherapists, complementary therapists, social workers, chaplains, counsellors 
and others who work as part of the palliative care team. 

Because of the importance of this group in the provision of specialist palliative care 
services for the patient and the relatively small size of the group (approximately loo), 
all specialist service providers were included in this study. 

(e) Questionnaire for hospital doctors 

This questionnaire was sent to all Consultant Oncologists, including Radiation and 
Paediatric Oncologists, in hospitals with and without a specialist palliative care 
service in the Health Board area. These consultants were included because of their 
regular dealings with the palliative care services, both in the hospital and in the 
community. 

Ifl Questionnaire for public health nurses 

The superintendent public health nurse in community care area 1 was asked to 
circulate the questionnaire to local public health nurses. The public health nurse plays 
an important role in the provision of communi$, services and liaises with GPs and 
home care nurses in the provision of palliative care services. 

4.6 Ethics 

Ethical approval was obtained from the Ethics Committee of St Vincent's Hospital 
which oversees research projects carried out by Our Lady's Hospice. Ethical issues 
regarding patient selection for the various aspects of the study were discussed with the 
relevant Consultants in Palliative Medicine or home care directors. 

4.7 Data analysis 

The quantitative data obtained was analysed using Epi-Info Version 6. 

4.8 Exclusion criteria 

Patients who were deemed unsuitable for interviews or questionnaire based surveys 
by virtue of degree of illness or uncertainty of short term prognosis were excluded 
from this study. This decision was made by the patient's consultant or home care 
director. Patients selected who were not aware that they were in receipt of palliative 
care services were also excluded from the study. 



Chapter Five Morbidity and Mortality 

5.1 Introduction 

Malignant disease is a major cause of morbidity and mortality in the Eastern Health 
Board area. Between 1991 and 1995 there was an average of 2484 deaths per year 
from malignant disease. This accounted for more than a quarter of all deaths in the 
region, which was higher than the corresponding national percentage. Malignant 
disease also accounted for 5.5% of hospital discharges in 1997. 

Most patients availing of palliative care services in the region are suffering from some 
form of malignant disease but patients with AIDS and motor neurone disease may 
also be admitted to the Dublin hospices. Strict admission policies, however, limit the 
provision of services for those with other non-malignant diseases. 

Although they are not routinely treated by the specialist palliative care services, 
diseases of the circulatory system accounted for almost 4,000 deaths per year in the 
region between 1991 and 1995 with 1163 deaths from respiratory disease. These two 
diseases also accounted for 17.2% of all hospital discharges in 1997. In 1996 there 
were 17 deaths from AIDS among drug users in Ireland. In 1997 there were 25 deaths 
where the primary cause of death registered was motor neurone disease in the Eastern 
Health Board area. 

5.2 Morbidity and mortality in the Health Board area 

5.2.1 Malignant dzkease 

Mortalify 
Cancer is a major cause of mortality in the Eastern Health Board area. It accounted for 
2504 deaths in 1995, 760 of which occurred in the under 65s. It is one of the main 
causes of premature mortality in the area as evidenced by the high number and 
percentage of years of potential life lost associated with premature mortality from 
malignant disease. 

The mean annual mortality from malignant neoplasms between 1991 and 1995 was 
22.5% of all deaths for all ages in Ireland and 26.8% in the Eastern Health Board area. 
The average number of years of potential life lost from premature mortality from 
malignant neoplasms for those aged up to 64 per year for the corresponding time 
period was 25,171years (22.4%) in Ireland and 9,203 years (23.1%) in the Eastern 
Health Board (Department of Public Health, 1998). These figures give an idea of the 
burden of mortality from these conditions both at national and at Health Board level. 

The main causes of cancer mortality amongst males of all ages in the Eastern Health 
Board area in 1995 included cancer of the lung, colo-rectum, prostate, stomach, 
oesophagus and pancreas. The main causes of mortality amongst women in the same 
year included cancer of the lung, breast, colo-rectum, stomach, ovary and pancreas. 
Figures 5.1 to 5.4 show the leading causes of male and female cancer incidence and 
mortality in the Eastern Health Board area. Tables 5.1 and 5.2 show the number of 
cancer deaths in the various age groups from selected causes in males and females in 
the Eastern Health Board area in 1995. 



The leading causes of canccr death in thc area are also amongst the principal 
diagnoses of people availing ofthc palliative care serviccs. 

Cancer deaths 0-14 15-29 30-44 45-59 60-74 75-84 >85 Total .. ~ - - - . 
Lung 7 68 195 114 19 403 
Colo-rectal 3 23 75 47 9 157 
Prostate 3 62 47 28 140 
Stomach 2 10 48 17 6 83 
Oesophagus 17 19 14 7 57 
Pancreas 2 10 19 13 4 48 
Lymph nodes I 4 14 I I 7 3 40 
Bloodmarrow/spleen 1 2 6 18 7 5 39 
Brain 2 3 5 I I 14 3 1 39 
Bladder 1 4 I I 13 10 39 

Table 5.1 Number of cancer deaths from selected causes in males in EHB by age group1995 

Cancer deaths 0-14 15-29 30-44 45-59 60-74 75-84 >85 Total - 
Lung 6 32 105 73 20 236 
Breast 1 1 1  65 80 46 15 218 
Colo-rectal I 4 25 55 49 25 159 
Stomach 2 5 24 22 9 62 
Ovary 4 7 25 21 3 60 
Pancreas 1 4 18 20 7 50 
Blood/marrow/spleen 1 2 2 6 9 15 7 42 
Oesophagus 5 15 16 4 40 
Lymph nodes 2 8 I I 8 4 33 
Brain 1 3 10 9 5 2 30 

Table 5.2 Number of cancer deaths from selected causes in, females in EHB by age group1995 
I (Source National Cancer Registry) 



Cancer site 

Figure 5.1 Leading causes of male cancer incidence (rate per lo5) in the Eastern Health Board 
area-1995 

Cancer site 

Figure 5.2 Leading causes of male cancer mortality (rate per lo5) in the Eastern Health Board 
area-1995 

(Source- National Cancer Registry) 



Cancer Site 

Figure 5.3 Leading causes of female cancer incidence (rate per lo5) in the Eastern Health Board 
area-1995 

Cancer Site 

Fieure 5.4 Leading causes of female cancer mortality (rate per lo5) in the Eastern Health Board 

(Source- National Cancer Registry) 



Morbidity 
Malignant disease is also a major cause of morbidity in the Eastern Health Board area. 
Malignant neoplasms accounted for 5.5% of all hospital discharges by Eastern Health 
Board residence in 1997 and 8.6% of total bed days for admissions lasting less than 
3 1 days (Hospital In-patient Enquiry, 1997). 

The commonest occurring cancer in both males and females in 1995 was skin cancer. 
Because of the success associated with treatment for this particular form of cancer, 
however, skin cancer is not generally associated with a high usage of palliative care 
services. Similarly, cancer of the cervix, which was the third commonest cause of 
cancer occurring in females in 1995 as seen in Figure 5.3, is not one of the main 
causes of cancer deaths among females and does not have a large palliative care 
component. This is because the majority of the cases registered with the National 
Cancer Registry as 'cancer of the cervix' were those where a cervical smear showed 
severe dysplasia or CIN I11 rather than invasive disease. 

The other main cancers found in females included cancer of the breast, colo-rectum, 
lung and ovary, while those in men included cancer of the lung, prostate, colo-rectum, 
bladder and blood. This is illustrated in Figures 5.1 and 5.3. 

5.2.2 Non-malignant disease with a palliative care component 

Morbidity and mortality 
The main non-malignant diseases currently accepted for palliative care services 
include AIDS and motor neurone disease. In 1996 there were 33 new cases of AIDS 
diagnosed in Ireland and 17 deaths among drug users in Ireland (Department of Public 
Health, 1998). In 1997 in the Eastern Health Board's region there were 25 deaths 
where the primary cause of death registered was motor neurone disease, 9 of which 
occurred in the under 65 year old age group (Central Statistics Office, 1997). 

i Other diseases which are accepted for palliative care services in other countries 
include progressive neurological disorders such as multiple sclerosis, diseases of the 
circulatory system, chronic respiratory disease and renal disease. In 1997 there were 
3872 deaths from circulatory disease, 1134 deaths from respiratory disease and 113 
deaths from genito-urinary disease (all excluding cancers) in the Eastern Health Board 
area. There were eight deaths where the primary registered cause was multiple 
sclerosis. 

Indices of morbidity show that all circulatory diseases accounted for 9% of hospital 
discharges amongst Eastern Health Board residents in 1997 while respiratory disease 
accounted for 8.2% of discharges. Circulatory disease accounted for 17.5% of total 
bed days for admissions less than 3 1 days amongst the same group while respiratory 
disease accounted for 13.2%. 



Year Sex 35-9 40-4 45-9 50-4 55-9 60-4 65-9 1 0 - 4  75-9 80-4 85+ Total 

I Y 96 Male I I I 1 2 I 7 
Female I 3 3 3 10 
Total 1 I I 1 I 5 3 4 17 

1997 Male 1 3 4 I 5 1 15 
Female I I 3 3 I 1 10 
Total 1 1 1 3 3 4 4 I 6 I 25 

Table 5.3 Number of deaths from motor neurone disease by age group- EHB 1996-7 
(Source- CSO) 

5.3 Demography and population projections -Eastern Health Board 

5.3.1 Background 

Population projections allow us to make estimates of the number of people who will 
be residing in a certain area in the future after mortality, fertility and migration are 
taken into account. We can then predict the need for the various health care services 
in the future after we make assumptions about trends in morbidity and mortality. 

1991 1996 2001 2006 2011 
MALES 

0-14 162,807 151,542 146,430 147,587 146,439 
15-64 394,605 426,168 444,728 454,944 464,953 
65-69 17,329 18,421 19,855 22,745 27,388 
70-74 12,600 13,971 15,071 16,806 19,498 
75- 79 8,625 9,145 10,535 1 1,794 13,388 
SO+ 6,748 7,835 9,166 1 1,302 13,506 

FEMALES 
0-14 153,738 143,570 138,963 , 139,822 138,715 
15-64 416,628 446,524 464,502 474,816 484,590 
65-69 22,501 22,918 23,339 26,046 30,681 
70-74 18,561 . 20,155 20,784 21,429 24,058 
75-79 14,649 15,548 17,341 18,357 19,172 
SO+ 16,433 18,349 20,972 24,848 28,343 

TOTAL 1,245,224 1,293,966 1,331,686 1,370,496 1,410,731 

Table 5.4 Eastern Health Board population projections by sex and age cohort, 1991.2011 
(Source: National Council for the Elderly-Paper 42) 

The Connell projections, tabulated above, adopt one set of assumptions on mortality, 
migration and fertility and make one central prediction of future population. These 
projections, unlike the CSO projections, disaggregate the projected population by 
county. These disaggregations were not always based on truly disaggregated 
assumptions and should be regarded as more tentative than the basic national level 
projections (Fahey, 1995). 

The most dramatic change suggested by the population projections for Ireland up to 
201 1 will be in the elderly, particularly in those aged 80 and over as shown in table 
5.5 (Fahey, 1995). This has obvious implications for the specialist palliative care 
services in the future as these services are used predominantly by the elderly. 



1996 2001 2006 2011 % increase 

TOTAL 65+ 126,162 137,063 153,327 176,034 40% 

Table 5.5 Eastern Health Board population projection by age cohort 1996-2011 
(Source National Council for the Elderly. Paper 42) 

5.3.2 Eastern Regional Health Authority- Area Boundaries 

The proposed Eastern Regional Health Authority will be divided into the East Coast, 
South-Western and Northern areas. The population of the various areas are shown 
below. 

Area Population % of total population 
East Coast 324.720 25% 
South-Westem 5 161320 40% 
Northern 454,899 3 5% 
Eastern Health Board 1,293,939 100% 

Table 5.6 Population of Eastern Health Board and its East Coast, South-Western and Northern 
areas 

Table 5.7 shows the percentage of each area in each age group. 

Area <]yo 1-4 5-14 15-24 25-44 45-64 65+ 
Northern 1.4 5.7 15.4 18.5 29.9 19.4 9.7 
South- Western 1.4 5.7 16.8 18.9 30.8 17.8 8.5 
East Coast 1.2 5.3 14.4 17.5 29.7 20.3 11.5 
Eastern Health Board 1.4 5.6 15.7 18.4 30.2 19.0 9.7 

Table 5.7 Percentage of population by age group and region, EHB, 1996 

Although the East Coast area has the lowest population of the three areas, the 
percentage of people over the age of 65 is highest at 11.5% compared to the Eastern 
Health Board figure of 9.7%. Table 5.8 shows that the percentage in each category of 
age group in the over 65s in the East Coast area is higher than that in the 
corresponding age group in the Eastern Health Board and the two other regions. Also 
the absolute number of persons over the age of 85 is highest in the East Coast area. 

65-69 70-74 75-79 80-84 85+ 
EHB 40.885 34.023 24.136 15.669 10.558 
% of total population 3.2% 2.6% 1.9% 1 *% 0.8% 

East Coast area 11,484 9,776 7,264 5,026 3,745 
% of totalpopulation 3.5% 3% 2.2% 1.5% 1.2% 

South-Western area 14,459 12,233 8,543 5,396 3,413 
% of totalpopulation 2.8% 2.4% 1.7% 1.0% 0.7% 

Northern area 14,942 12,014 8,329 5,247 3,400 
% of iotalpopulation 3.3% 2.6% 1.8% 1.2% 0.7% 

Table 5.8 Number and percentage of persons aged over 65, by 5 year age groups, in EHB and 
East Coast, South-Western and Northern areas 



If the Eastern Health Board population projcctions, as outlined above, are applied to 
the 1996 population over the age of 65 in (hc East Coast area, the number of people 
over the age of 65 who will be residing 111 the area in 201 1 can be estimated. This 
figure helps to prcdict the palliative care services that will be requircd for this elderly 
population in thc future. Caution must be applied, however, when applying the Health 
Board population projections to the East Coast area due to the differing age structures 
of both areas. 

-- 
65-69 70-74 75-79 80+ TOTAL - 

1996 population 1 1,484 9,776 7,264 8,771 37,297.- 
2011 population 16,192 12,s 13 9,588 14,034 52,327 
O/O increase 41% 28% 32% 60% 40% -- 

Table 5.9 Population projections for over 65s in East Coast area 1996-2011 
(Source National Council for the Elderly. Paper 42) 

5.4 Cancer incidence -1994 

Data were obtained from the National Cancer Registry which allowed the geo-coding 
of incident cancer cases in the Eastern Health Board in 1994 by district electoral 
division. The East Coast area had the lowest number of incident cancer cases of the 
three areas at 1842. When this is converted into an incidence rate per 100,000 
population, however, this area had the highest rate, as seen in Table 5.10. 

East Coast South-West North 
Cancer cases 1994 1842 2218 2212 
Population 324,720 516,320 454,899 
Incidence rate 567.3 429.6 486.3 
(per 100,000) 

Table 5.10 Number of cancer cases in the three EHB areas in 1994 and incidence rates 
(Source National Cancer Registry) 

Table 5.1 1 shows the number of cases in each area and converts the numbers into age 
specific rates for comparative purposes. The South-Westem area is shown to have the 
highest age specific rate in the over 65s. The East Coast area has higher rates in both 
age categories than the corresponding rates in the Northern area and has the highest 
age specific rate in the under 65s. Caution must be applied in the interpretation of 
these figures, however, as they are for one year only. 

Male Female 65+ <65 Total 
No of cases (East Coast) 494 612 605 501 1 106 
Population 37,295 287,425 324,720 
Incidence rate per 100,000 1622.2 174.3 

No of cases (Northern) 62 1 758 712 667 1379 
Population 43,932 410,967 454,899 
Incidence rate per 100,000 1620.7 162.3 

No of cases (South-Western) 746 83 1 844 733 1577 
Population 44,044 472,276 5 16,320 
Incidence rute per 100,000 1916.3 155.2 

Table 5.11 Cancer cases in the East Coast, South-Western and Northern areas of the EHB in 
1994 with age specific incidence rates (excluding skin cancer) (Source National Cancer Registry) 



Chapter Six The Services 

6.1 Introduction 

The population of the Eastern Health Board (counties Dublin, Wicldow and Kildare) 
was 1,293,964 at the 1396 census. Thc provision of pallialivc care services for this 
population varies from county to county. 

The palliative care services currently being delivered in the Health Board area arc 
now described in more detail. 

6.2 In-patient hospice units 

6.2.1 Our Lady's Hospice, Harold's Cross i 

Our Lady's Hospice was founded in 1879 by Mother Mary Aikenhead and the Irish 
Sisters of Charity. It is based in Harold's Cross which lies in the South-Western area . 

of the Eastern Health Board. As well as providing specialist palliative care services, 
the hospice also has a rheumatology unit and an extended care unit, neither of which 
are relevant to this report. 

Patients are generally admitted to the palliative care in-patient unit for pain and 
symptom control, respite care and terminal care. This unit has thirty-six in-patient 
beds for the provision of specialist palliative care services for patients suffering from 
malignant and non-malignant disease. Although the vast majority of in-patients are 
suffering from malignant disease, patients with HIVIAIDS, progressive neurological 
disease and other chronic non-malignant diseases have also been admitted to the unit 
in the past. In 1994, four in-patient beds were made available to those suffering from 
HIVIAIDS for both respite admissions and terminal care. However, hospice in-patient 
admission policy is quite restrictive in the admission of patients with non-malignant 
conditions. 

A range of paramedical services is provided for hospice patients in Our Lady's 
Hospice. These services include physiotherapy, occupational therapy and 
complementruy therapy. Other ancillary services include social work, pastoral care 
and bereavement counselling. 

This unit is funded by both statutory and non-statutory sources. The number of staff 
employed to provide the in-patient service is shown in table 6.1. There is a certain 
amount of overlap between staff providing in-patient, day and home care and the 
patients availing of these services. 
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5.2.2 Sf Francis Huspice, Rnheny 

St 12rancis Hospice was originally rounded in 1989 as a home care service for patients 
with cancer in north Dublin. I t  is based in the Northern region of the Eastern Health 
Board and provides a range of palliative care services for those living on the north 
side of the city. 

St Francis' in-patient hospicc unit with ten beds was opened in October 1995. This 
service has since expanded and now has 19 beds for those in need of specialist 
palliative care. Most patients are admitted for symptom control or terminal carc. 
I'atients are also admitted for respite care. This unit accepts patients with malignant 
disease and with motor neurone disease. 

Ancillary services provided in St Francis Hospice include pastoral care, bereavement 
support and social work. There is no occupational therapy service in the hospice. A 
physiotherapy service was provided in 1996 for one session per week by Beaumont 
Hospital but was discontinued. The breakdown of staff who provide services for the 
inipatients is shown in table 6.1. 

6.3 Home care 

6.3.1 Our Lady's Hospice home care service 

Our Lady's Hospice has been providing home care services since 1985 in an area 
which currently includes south Dublin and the Castleknock/ Blanchardstown area of 
north Dublin for historical reasons. This area has a population of approximately 
900,000. The AIDS home care team commenced service provision in October 1992 
and in June of 1996 became amalgamated with the hospice home care service. 

This service has a medical director who, although not a consultant, is at a very senior 
level, nursing director, registrar, ten nurses and administrative back up. The sister who 
orig'mally set the service up continues to work on a part-time basis in a position which 
is not funded. 

Home care services are provided for those patients who are in need of specialist 
palliative care advice and input at home. The majority of patients seen have malignant 
disease. This is a twenty four hour a day, seven day a week service which ensures that 
a member of the home care team is contactable at all times. An on call service is 
provided for problems that arise outside of regular working hours (i.e. 4.30pm-8.30am 
Monday to Friday and 24 hours during weekends). One nurse is on call every night 
with two nurses on-call during the day at weekends. For safety reasons, the out of 
hours night service has recently been changed to a telephone only service. 

The nurses providing the home care service are split into two teams, each team 
covering a specific geographical area. Both teams meet each morning to discuss 
management problems and a weekly meeting is held between representatives of the 
home care team and the oncology service in St Vincent's Hospital to discuss patients 
known to both services. 

A range of services is provided by the home care team. Along with medical and 
nursing services, these include other paramedical services such as social work and 
bereavement counselling. Occupational therapy services are provided by the 



community occupational therapist. The hon~e care team usually accesses this service 
by consulting and discussing individual cases with the local public health nurse who 
then recommends referral to the community occupational therapy service. 
Physiotherapy services are arranged at community level, usually through the patient's 
general practitioner. Some patients of the home care team also attend the day care 
service where they may receive physiotherapy. There is no formal pastoral care 
service attached to the home care service and patients' spiritual needs are often met 
through the services of a local priest or minister. This contact may have to be made by 
the home care team. Bereavement services are provided by the home care nurses. 

Home care services may be accessed in a number of ways. Patients who are in- 
patients in a hospice or an acute hospital may be referred to the home care service on 
discharge for assessment. General practitioners may also refer directly to the home 
care service. 

The frequency of visits that an individual patient requires from a member of the team 
depends on his or her condition. The initial assessment is carried out by a doctor and 
subsequent visits are generally carried out by a nurse. Many patients avail of both 
home care and day care services. Close liaison between home care and palliative care 
in-patient units facilitates ready access to beds in crisis situations. 

6.3.2 St Francis home care service 

The home care service in St Francis was established in 1989. It provides support and 
expertise to people with advanced malignant disease and motor neurone disease and 
their families. Home care was initially provided for patients within a seven mile 
radius of St Francis, with Our Lady's Hospice in Harold's Cross providing a service 
for those resident in the Blanchardstown area. The area covered by the St Francis 
home care team now extends to the Meath border serving the north county Dublin 
population. This service commenced on 1'' May 1997. The catchment area has a 
population of approximately 500,000. 

The home care team provide a twenty four hour service, seven days a week except in 
the areas outside the seven mile radius approaching the Meath border where a nursing 
service is only provided during regular working hours. A telephone advice service is, 
however, available to those resident in this area outside these hours, as is access to 
day care and in-patient services. The staff involved in the provision of the home care 
service are listed in table 6.1. 

The home care team meets on a daily basis to discuss problems arising from patient 
management. A team meeting where cases are discussed in more depth is held once a 
week. 

Funding for this service is provided by the Irish Cancer Society, the Irish Hospice 
Foundation, the National Lottery and by voluntary donations. 

The initial assessment is carried out by a home care doctor and arrangements are then 
made for follow-up visits by nurses, as often as required. Permission to visit the 
patient is obtained from the patient's general practitioner except in cases where the 
GP has referred the patient to the service. Other sources of referral to the home care 
service include hospitals, day care, hospice in-patient wards and family members. 



6.3.3 Other home care  service.^ 

Wicltlow home care service 
This service is provided hy two nurses with some palliative care training and is 
managed by the local Superintendent Public Health Nurse. There is no specialist 
medical input into this service. One of the nurses is based in Bray and covers north 
Wicklow while the second nursc is based in Wiclclow town and covers the south of 
the county. The home care needs of patients in west Wicklow are covered by the 
ICildarelWest Wicklow (St Brigid's) home care service. 

The two nurses provide this service within normal office hours only. There is no on- 
call or weekend service. Palliative care problems arising at night or during weekends 
are dealt with by local general practitioners. Similarly, there is no cover available 
when nurses are on sick leave or annual leave. If one nurse is on leave, the other will 
provide telephone advice for patients in the other catchment area but will not be ablc 
to visit due to her own workload and the large geographical spread of the catchment 
area of the service. 

One palliative care bed is provided in Rathdrum and two are provided in Wicklow 
Hospital. Four beds are also available in Baltinglass Hospital when needed. These 
hospitals do not, however, have specialist medical input. Patients with more difficult 
management problems are admitted to Our Lady's Hospice, Harold's Cross. 

Kildare/West WicMow home care service 

The home care service is provided by three nurses; one public health nurse and two 
registered general nurses, who work closely with local public health nurses and 
general practitioners in the provision of palliative care services for patients in the 
catchment area. 

The home care service is provided during normal working hours. An on-call service is 
available at weekends between loam and 12prn. During these hours the home care 
nurse on call will answer queries from public health nurses and general practitioners 
and will make house calls where necessw. The palliative care nurses meet with local 
hospice staff including the medical director and a senior public health nurse in the 
hospice unit on a weekly basis. 

A part time bereavement counsellor provides a local counselling service. Other 
paramedical services are provided by community occupational therapists and 
physiotherapists. Pastoral care is provided by the chaplain from the Drogheda 
Memorial Hospital, when needed, or by local clergy. The local Superintendent Public 
Health Nurse acts as co-ordinator of palliative care services in the community care 
area. 

The Drogheda Memorial Hospital in the Curragh is a 24 bedded welfare home which 
provides in-patient hospice services for four patients in the region. There are plans to 
increase the number of hospice beds to six in the near future. A local general 
practitioner acts as medical director of the home care team and the hospice unit. There 
is no specialist medical input into this hospice unit. 

The Friends of the Hospice is a local organisation which raises funds for the 
KildareIWest Wicklow palliative care services. This organisation funds one and a half 



nurscs in thc arm. It also providcs funding ihr a night nursing service which 
supplements thc service provided by thc Irish Cancer Society. The Irish Cancer 
Society li~nds onc full-timc nursing post in thc area. 

'l'here is no wa~ting list for thc palliative care services in Kildarc. On receipt of a 
referral, the home care nurse will call, often with a public health nurse who may 
already be familiar with the patient. Both nurses liaise closely in the co-ordination of 
services for each patient. 

6.4 Hospice Day Care 

6.4.1 Our Lndy's Hospice day care 

The day care service in Our Lady's Hospice, Harold's Cross commenced in February 
1995. It offers a change of environment for patients and provides respite for their 
families and carers. Most patients availing of this service are suffering from malignant 
disease or HIVIAIDS. 

The day care service is currently operational two days a week and can accommodate 
up to 14 patients per day. Volunteers are actively involved in the provision of day care 
services. They transport patients to and from the hospice, they share their skills with 
the patients and help with the various outings and parties. A chaplain and a social 
worker also support the day care programme. 

The service is largely therapy driven without a formal medical input, although 
medical cover is available when needed. Day care activities include nursing 
procedures and advice, personal care (e.g. manicures, bathing and hairdressing), 
physiotherapy, occupational therapy, complementary therapies (e.g. aromatherapy and 
massage), relaxation, music and outings. Other activities requested by individuals can 
also be arranged. 

/ 

Referrals to day care may be made by home care and by hospice doctors. All referrals 
to day care are acknowledged or assessed within one week of receipt. A place is then 
offered to the patient as soon as one becomes available. The general practitioner and 
public health nurse are informed of the patient's referral to day care by the home care 
team. All external day care patients remain under the care of the home care team. 

There is usually a waiting list which is reviewed on a weekly basis by the day care 
sister and the day care team. 

6.4.2 St Franc& Hospice day care 

The day care service in St Francis Hospice was established in 1994. This service 
provides skilled care and offers companionship to those suffering from malignant 
disease and motor neurone disease and also provides respite for their carers. 

The day care facility is now available 4 days a week. Up to 16 patients can attend per 
day. Activities include medical and nursing care or advice, physiotherapy, 
complementary therapy (e.g. aromatherapy, relaxation therapy and art therapy), 
beauty therapy and social activities. Transport is provided to and fiom the centre for 
all patients. 



The majority of' referrals to day care are made by home care but referrals are also 
accepted from the in-patient unit and hospitals or general practitioners. An initial 
assessment is carried out by a nurse in the patient's home to assess suitability for day 
care. Approval is also obtained from each patient's general practitioner. 

6.5 Palliative care services within general hospitals 

6.5.1 St Vincent's Hospital, Elm Park 

-Public Hospital 
This palliative care service was established in 1989 with the appointment of a 
palliative care physician. A full-time nurse specialist in palliative care medicine was 
appointed to the service in 1991. The team is currently composed of a Consultant in 
Palliative Medicine for two sessions a week, one full time nurse and two jpb-sharing 
nurses and a senior registrar in palliative care medicine for one session a week. The 
full-time nurse was funded by the Irish Hospice Foundation from July 1996 until 
August 1998. 

The palliative care team accepts referrals from all hospital specialties. Most of the 
patients referred suffer from malignant disease but those with non-maiignant disease 
are also referred, particularly those with cystic fibrosis as St Vincent's Hospital is the 
National Centre for Cystic Fibrosis. The commonest reasons for referral include pain 
and symptom control and community palliative care post discharge. The palliative 
care team refers patients to other services such as physiotherapy and occupational 
therapy. 

This team is involved in the provision of education regarding palliative care on both a 
formal and an informal basis in the hospital setting. While the senior registrar gives 
formal tutorials to junior doctors, the palliative care nurses engage in ward-based 
teaching of both nursing and medical staff on a more informal basis as various issues 
arise in patient management. 

1 

Data regarding the number 8nd source of referrals, the reasons for referral, the 
diagnoses of the patients referred and the outcome of referrals is recorded and 
presented in the hospital's annual report. 

-Private Hospital 
The palliative care team is comprised of a full-time specialist nurse in palliative care 
with consultant sessions. The majority of patients referred are suffering from 
malignant disease and, although referrals are accepted from all specialities, most 
come from the oncology service. Referrals are usually for symptom control. 

6.5.2 St James's Hospital 

The palliative care service in St James's Hospital was established in 1995 with the 
appointment of a Physician in Palliative Medicine for three sessions per week. The 
palliative care nursing service was established one year later with the appointment of 
a nursing sister and subsequently a second sister. This nursing service received 
funding from the Irish Hospice Foundation until August of 1998. 

Patients referred to the service include those with malignant disease, HIVIAIDS and 
end-stage non-malignant disease. Reasons for patient referral include symptom 



control, terminal care, home care and hospice admission. 1 he palliative care team 
accept referrals fiom all hospital specialties and, in turn, malce referrals to services 
such as social work, pastoral care, occupational therapy and anaesthetics. 

The palliative care team meets with Our Lady's Hospice homc care team on a weekly 
basis to discuss individual patients, thus facilitating continuity of care. Thc team also 
liaises with patients' general practitioners where home care is needed. Audit of this 
service which incorporates elements of structure, process and outcome is carried out 
annually. 

6.5.3 Beaumont Hospital 

This service commenced in 1995 with the appointment of a Palliative Care Consultant 
for three sessions a week in Beaumont Hospital. In April 1997 a palliative care sister 
was appointed to the service. A second palliative care sister was appointed twelve 
months later. Funding for both sisters for two years is provided by the Irish Hospice 
Foundation. 

The majority of patients referred to this service suffer from malignant disease. The 
main reasons for patient referral include symptom control, discharge planning 
particularly with a view to availing of hospice in-patient or home care facilities and 
family and patient support. 

Referrals are accepted from all specialities in the hospital. Patients may be seen by 
one of the nurses first but every new patient is also seen by the consultant. The 
palliative care team carries out an annual audit of the service. A shortened version of 
tlus audit appears in the Beaumont Hospital annual report. 

The team is involved in formal and informal education of 'hospital staff. The 
consultant is involved in both undergraduate and postgradudte education. It is 
proposed that the educational role will be expanded in the future so that the team can 
work alongside other hospital teams rather than taking over care and de-skilling the 
hospital teams. 

6.5.4 St Luke's Hospital 

A specialist palliative care nurse was appointed to St Luke's Hospital to provide a 
palliative nursing service. In addition to clinical work, she is also involved in 
education and research involves research, education and clinical work. She has been 
seeing patients since April 1998. She meets on a regular basis with the hospital's 
Consultant Radiation Oncologists who make referrals to the service. 

From July 1998 she was joined by a Consultant in Palliative Medicine who provides a 
service in the hospital for one session a week. The hospital did have a consultant-led 
palliative care service in the past but it has not been in operation since 1996. There are 
no designated palliative care beds in St Luke's. 



6.5.5 Cherry Orchard Hospital 

An 18 bed unit which provides respite and terminal care for patients with HIVIAIDS 
has been operational in Cherry Orchard Hospital since 1990. The majority of 
admissions are for respite care. 

The unit is staffed by threelfour nurses. The ward sister has a diploma in palliative 
medicine. A hospital physiotherapist holds relaxation classes for patients of the unit 
and recreational classes in areas such as painting and massage are held. Voluntary 
agencies continue to support this unit through fundraising and visitations. 

Referrals to the unit can be made by general practitioners in the community and in 
HIVI satellite clinics and by Consultants in Infectious DiseasesIAIDS. Patients are 
also referred by drug treatment counsellors and social workers. Some patients self 
refer to the unit. 

The staff in this unit communicate with the specialist palliative care service providers 
when issues regarding palliative or terminal care arise and the hospice home care 
teams visit patients in the unit on request. Patients may be transferred to an acute 
general hospital such as St James's Hospital for acute care when clinically necessary. 

6.6 Services provided by general practitioners 

The general practitioner has a primary role in the provision and co-ordination of 
palliative care sewices in the community, as the patient spends most of hisher last 
year of life at home. The home care team requests the general practitioner's 
permission before taking on the care of his or her patients. The GP's permission is 
also sought before a patient is accepted for day care. Clinical responsibility for the 
patient remains with the GP and while the home care team makes suggestions 
regarding medication and other aspects of patient care, prescribing of medication 
remains thk responsibility of the GP. 

I 

A national palliative care programme was introduced by the Minister for Health, 
effective &om September 1993. This programme was introduced to improve palliative 
care provided by general practitioners for the terminally ill in the community. It 
applies to general practitioners who provide domiciliary palliative care for those with 
advanced malignant disease, terminal HIV infection or progressive neurological 
conditions such as motor neurone disease. Care for such patients is on an individual 
contract basis with the Health Board with a fee of £100 per patient approved. 

A palliative care fellow was appointed by the Irish College of General Practitioners 
(ICGP) in 1996. Weekend palliative care courses are organised by the ICGP on 
demand to educate general practitioners in this area and provide training in techniques 
such as setting up syringe drivers. 

6.7 Services provided by public health nurses 

The services provided by public health nurses vary from area to area. In some areas 
such as Kildarel West Wicklow, the home care service is staffed by public health 
nurses along with registered general nurses. In Dublin, which is served by hospice 
home care teams, the public health nurse liaises with the home care nurse in the 
provision of services for the terminally ill. Community paramedical services such as 
physiotherapy and occupational therapy are often only accessible through the Health 



l3oard with the result that homc carc nurscs comnlun~catc with p~ibl~c health nurses 
ihr patient referral purposes. 

'l'he public health nursc ofien carries out a psychosocial support role as well as a 
nursing role due to the lack of community social workers. She communicates with 
local general practitioners regarding patient care issues. The public health nurse may 
he assisted in her task by registered general nurses. 

6.8 Services provided by voluntary agencies 

6.8.1 Irish Cancer Society 

The Irish Cancer Society (ICS) provides and fimds palliative care services throughout 
the country. In the Eastern Health Board area the society provides a night nursing 
service for those who cannot otherwise afford a nurse. Referrals to this service are 
accepted from general practitioners, public health nurses and home care nurses. A 
night nurse is provided for forty hours per patient. The nurses who provide this 
service are paid by the Irish Cancer Society. 

The Irish Cancer Society also provides funding towards the salaries of those providing 
home care services in the Eastern Health Board area. In 1997, contributions of 
L20,000 were made towards the Wicklow home care service and the Kildarel West 
Wicklow home care service. A contribution of £40,000 was also made towards the St 
Francis home care service. 

6.8.2 Irish Hospice Foundation 

The Irish Hospice Foundation (IHF), founded in 1986, is a support organisation for 
the development and improvement of palliative care services in Ireland. It aims to 
make palliative care available to all on the basis of need and need alone. 

/ 

In the past the IHF provided £1.6 million for the construction of an Education and 
Training Centre at Our Lady's Hospice, Harold's Cross. It also provided £1.3 million 
towards the setting up of a palliative care service in Raheny serving the needs of the 
north side of the city and county. The IHF works closely with the Irish Cancer Society 
in supporting and encouraging the setting up of hospice services throughout the 
country. 

The IHF is currently involved in the funding of members of the palliative care 
multidisciplinary teain. Ten nurses are currently funded by the Foundation and this 
number will increase to twelve in 1999. These include nurses involved in the 
provision of palliative care services in acute general hospitals such as St James's and 
St Vincent's. in the Eastern Health Board area The IHF will only fund a nurse in a 
permanent post with a guarantee of continued funding. Most of these nurses are 
funded by the Foundation for a period of two or three years. 

The IHF is also considering the funding of other members of the multidisciplinary 
team such as a medical social worker in St James's Hospital and hopes to fund 
physiotherapists in the future. The Children's Oncology Liaison Service in Crumlin 
Children's Hospital also receives support from the IHF. 



The Irish Hospice Foundation Bereavement Service provides comprehensive 
counselling and support Sor thc bereaved in the two Dublin Hospices. The IHF runs a 
number of courses to train volunteers in bereavement counselling and holds 
bereavement workshops. It also provides training courses in child bereavement. 

The Foundation's two main national fundraising events are Sunflower Day and 
Ireland's Biggest Coffee Morning. One of the Foundation's rules is that money raised 
locally stays locally, which applies to all money raised through the various 
fundraising ventures carried out in aid of the IHF. 

An allocation of £100,000 was made to the IHF in 1998 by the Eastern Health Board 
in line with developments following publication of the National Cancer Strategy. 



Chapter Seven Utilisation of Services 

7.1 Introduction 

This section examines the utilisation of the specialist palliative care services and also 
looks at waiting lists for the various services. This enables the identification or arcas 
where present services are failing to meet demand which, although it does not 
necessarily equate with need, can help in the assessment of needs. 

7.2 in-patient hospice units 

7.2.1 Our Lady's Hospice, Harold's Cross 

The palliative care unit in Our Lady's Hospice has 36 beds for in-patient palliative 
care. Data regarding admissions, discharges and deaths have been recorded on 
computer since 1996, thus facilitating data retrieval for research and audit. The 
measures of activity for the palliative care unit are listed in table 7.4. 

The sources of all 415 referrals to this hospice in 1997 are seen in table 7.1 

Referral source Number 
Acute Dublin hospital with palliative care service 108 
-St James's 63 
-St Vincent's 43 
-Beaumont 2 

Private Dublin hospitals 24 
-St Vzncent's 12 
-Blachrock Clinic 2 
-Mount Carmel 3 
-Mater 5 
-St Michael's 2 

Other Dublin hospitals 
-Mater 

5P 
11 

-Meath 27 
-Adelaide 5 
-St Columcille 's 4 
-JCMH 3 
-St Michael's Hospital 2 
-Royal Victoria Eye and Ear 2 
-Coombe Hospital I 
-National Materniry Hospital I 

Radiotherapy hospitals 20 
Nursing homes 5 
Hospitals outside Dublin 4 
Prisons I 
Home 197 
TOTAL 415 

Table 7.1 Referral sources for 1997 hospice admissions 

Referrals from hospitals in the East Coast area of the Eastern Health Board accounted 
for 65 (31%) of the total hospital referrals. Over half of the Dublin hospital referrals 
(excluding radiotherapy hospitals) came from the two south-side acute general 
hospitals which provide a palliative care service. Twenty one of the hospital referrals 
were from hospitals on the north side of the city. 



Of the 678 iu-patients whose diagnoses were recorded on computer in the two year 
period since April 1996, 96% were suffering from malignant disease. Twenty four of 
the remaining 26 had a diagnosis of HIVIAIDS, one had multiple sclerosis and one 
had scleroderma. As mentioned in section 6.2.1 above, the current in-patient 
admission policy restricts the admission of patients with non-malignant conditions 
which generally number less than ten per year. 

The area of residence of the patients admitted in the same two year period yields some 
useful information for those involved in service planning. These admissions are event 
based rather than person based. This means that if the same patient was admitted 
twice during the year it would be recorded as two admissions by the computer. 

Address Number Percentage 
n=841 

Dublin-north 94 11% 
Dublin-south 618 73% 
Wicklow 48 6% 
Kildare 17 2% 
Outside EHB 59 7% 
Outside Ireland 5 <1% 

Table 7.2 Origin of patients admitted to Our Lady's Hospice between April 1 1996 and March 31 
1998 

The patients are grouped according to the postal code of their address. Eighty patients 
from south county Dublin were admitted during this time period, as were 48 from 
county Wicklow. Forty-two patients from Dublin 4, 69 from Dublin 6 and 16 patients 
from Dublin 2 were admitted. The East Coast area of the Eastern Health Board 
includes parts of Dublin 2 and 6 as well as Dublin 4 and south county Dublin. When 
the referrals t$ the hospice from the East Coast area are examined, they are found to 
account for almost one quarter of all referrals. 

Of note, 94 patients fiom the north-side of Dublin were admitted to Our Lady's 
Hospice during this time. The home care team from this hospice provides a service for 
those resident in the Blanchardstownl Clonsilla area at present as explained above. 

Length of stay is shown in table 7.3 below. It can be seen that 203 patients had 
hospice stays of longer than one month. 

Duration of Number of 
admission in days patients 

1-5 217 

- 

Table 7.3 Occupied bed days based on deathsldischarges 1 April, 1996 to 31 March, 1998 



Table 7.4 Utilisation of specialist palliative care services-1997 

Bed occupancy 

Average length of stay 

Admissions1 referrals 

O h  increase on 1996 

Discharges 

Deaths 

Number of attendances 

Main referral source 

DAY CARE 

OLH 

HOME CARE 

SFH OLH 

IN-PATIENT CARE 

SFH OLH 

81% 

26 days 

415 

82 

324 

SFH 

89% 

22 days 

216 

32 

176 

96 

80% 

1092 

Home 
carehospice 

76 

100% (1995) 

25 

1338 

Home care 

462 

20% 

349 I 

569 

6% 

438 

Dublin 
hospitals 

Home care/ 
day care 

Dublin hospitals GPs 



Staffing composition 

Service established 

Number of referrats (1 year) 

Reasons for referral 

Main referral sources 

Main outcome 

% with non-malignant disease 

ST VINCENT'S HOSPITAL 

2 consultant sessions 
2 whole time equivalent nurses 
1 senior registrar session 
1989 

Pain and symptom control 
Discharge planning 

surgery 
Oncology 
Medicine 
Death 
Referred to home care 
Referred to hospice 
12% 

Table 7.5 Acute hospitaI specialist palliative care services-1997 

ST JAMES'S HOSPITAL 

3 consultant sessions 
2 nurses 

Symptom control 
Terminal care 
Discharge planning 
Medicine 
surgery 
Oncology/haematology 
Death 
Referred to home care 
Referred to hospice 
9% 

BEAUMONT HOSPITAL 

2 nurses 

Svmvtom control . . 
Discharge planning I 
~ a r n i l ~ l ~ a ~ e n t  support 
Medicine 

Referred to home care 

Referred :I to hospice 



7.2.2 St Francis Hospice, Rahrny 

The palliative care unit in St Francis Hospice provides accommodation for nineteen 
in-patients. 

Table 7.5 outlines the relevant activity measures for this unit for 1997. One hundred 
and ninety-three of the 216 admissions were new patients. Sixteen patients were 
admitted on more than one occasion during the year. Of these, 11 had two admissions, 
three had three admissions and two had four admissions. 

Table 7.6 gives the referral source of all 216 admissions. Sixty-eight percent of the 
admissions were referred from home care or day care and 31% were referred from 
hospitals. 

Referral source Number Percentage 
(n=216) 

Home carel day care 147 68% 
Hospital 68 3 1% 
Other hospice 1 4% 
TOTAL 216 100% 

Table 7.6 Referral sources for 1997 hospice admissions 

All admissions in 1997 were suffering from some form of malignant disease. 

Duration of admission Number of patients Percentage (n=216) 

>28 48 22% 
i 

Table 7.7 Occupied bed days based on deaths/discbarges 1997 

Forty-eight patients were in-patients for periods lasting longer then a month. Such 
lengthy admissions may have implications in a unit with only 19 in-patient beds. 

Age Number of patients Percentage (n=193) 
19-40 vears 6 3% 
41-65 ;ears 60 31% 

Over 65 years 127 66% 

Table 7.8 Age of in-patients during 1997 

The average age of patients admitted to the unit during the year was 67.8 years. 



7.3 Day care units 

7.3.1 Our Lady's Hospice 

In 1997 there were 96 referrals to day carc in Our Lady's I-iosp~ce. 'fen of these 
patients had a diagnosis oT NIV or AIDS and the remainder suffered from malignant 
disease. This represents a considerable uicrease on the 53 referrals made in 1996. 
Twenty two of the 96 rcfcrrals of 1997 died before coming to day care. 

The referral rate continues to rise with 53 referrals made to day carc by the end of 
May 1998. Of these, 18 were resident in the East Coast area of the Eastern Health 
Board, 28 in the South-Western area and two in the Northern area. 

'The total number of attendances in 1997 was 1092: 851 out-patient and 241 in-patient. 
The average number of patients on the weekly attendance list was 34. 

There are currently 41 patients on the weekly attendance list for this service which is 
p;ovided two days a week. At the end of May 1998 there were also 18 patients on the 
day care waiting list which is reviewed on a weekly basis. 

7.3.2 St Francis Hospice 

In 1997 there were 76 referrals to day care. Sixty of these were referred by home care, 
15 from the in-patient hospice unit and one from another hospital. This represented a 
doubling of the 38 referrals that were made in 1995. Seventy patients were referred 
for day care services in 1996, with 53 referred from home care and 17 referred by 
general practitioners. 

A total number of 388 patients attended for day care in 1997 with 1,338 attendances 
in total over the 143 care days. This represented a 30% increase on the 1026 
attendances during 1996. Seventy two medical assessments of patients attending day 
care were carried out during the year. There were 25 deaths during the year. 

7.4 Home Care Services 

7.4.1 Our Lady's Hospice home care service 

Four hundred and sixty two referrals were made to the Our Lady's Hospice home care 
team in 1997. This represented an increase of almost 20% on those referred in 1996. 
Three hundred and forty nine patients home deaths occurred during 1997 with home 
care support. 

Between January 1'' and April 3oth 1998,216 new referrals (120 male and 96 female) 
were made to the hospice home care team. Of these, 79 were referred by the general 
practitioner and 137 were consultant referrals. At the time of referral, 103 of the 
patients were at home, three were in a nursing home and the remainder were in 
hospitals. Eight patients were referred from hospitals on the north side of the city. 

During this period, 96 home care patients died: 50 males and 46 females. Seventy 
nine of these died at home, four died in nursing homes and the remainder died in 
hospitals on the south side of the city. Five of those who died were resident on the 
north side of the city in Dublin 15. Twenty two of the others lived in the East Coast 



area of the Eastern Health Board with thc remainder resident in the South-Wcstcrn 
area. 

Eighty four of those who died had their diagnoses recorded on computer. All of thcse 
diagnoses were of malignant disease. Twenty patients who died were undcr 60 years 
of age with 14 patients over the age of 80. 

7.4.2 St Fruncis Hospice home care service 

The demand for this home care service increased by 5.8% between 1996 and 1997, 
mainly due to an increase in GP referrals. The total number of referrals in 1997 was 
569. Of these, 284 (50%) were referred by general practitioners, 282 (49.5%) were 
referred by hospitals and the remaining 3 (0.5%) were referred by a hospice or by 
family. Five hundred and thirty four of the 569 referrals were new referrals.' 

All patients lived on the north side of Dublin which is made up of Community Care . 
Areas 6 , 7  and 8. 

Community Number Percentage 
Care Area (n=578) 
6 134 23 
7 26 1 45 
8 183 32 

Table 7.9 Community Care Area of origin of referrals to St Francis Hospice in 1997 

Table 7.10 gives the age breakdown of the patients who availed of the home care 
sewices in 1997. It can be seen that almost two thirds of all patients seen were over 65 
years of age. 

Age Group Number of patients Percentage (n=578) 
4 8  6 1% i 

19-40 23 4% 
4 1-64 183 32% 
265 366 63% 

Table 7.10 Age breakdown of patients in receipt of St Francis home care services in 1997 

The majority of patients seen in 1997 had a diagnosis of malignant disease with only 
six patients having diagnoses other than cancer. These included three patients with 
motor neurone disezse and three patients for pain control. The commonest cancer 
diagnoses included lung (136 patients; 23.5%), bowel (73 patients, 12.6%), breast (69 
patients; 1 1.9%), stomach (41 patients; 7.1%) and prostate (34 patients; 5.88%) with 
the top three accounting for almost 50% of all patients seen. Skin cancer, which is the 
cancer with the highest incidence in both men and women in Ireland, was the 
diagnosis in only five (0.9%) cases as this disease is generally curable. 

Out of a total of 5832 visits by the home care team in 1997, 4918 (84.3%) were 
nursing visits, 579 (9.9%) were for medical purposes and 335 (5.8%) were 
bereavement calls. Of the medical visits, 507 (87.7%) were to home care patients and 
the remaining 72 (12.3%) to day care patients. 



lour hundred and thirty eight home care patients dicd in 1997. Or  these, 253 dicd at 
home and 130 died in St Francis I lospice. 'l'ablc 7.11 shows the places of death 
recorded. 

I'lace of death Nun~ber I'ercentage 

.. . ..- 
Home 
St Francis I-lospice 130 30% 
Hospital 42 10% 
Nursing I-lonie 7 1 % 
Our Lady's Hospicc 6 I% 
TOTAL 4311 100% 

Tahlc 7.1 1 Place of death of home care patients 

7.5 A c u t e  Hospital Services 

7.5.1 St Vincent's Hospital 

In 1997 there were 371 referrals to this service (146 males and 225 females). The age 
breakdown of the patients is shown in Table 7.12. It can be seen that the majority of 
referrals were aged 60 and over. 

Age Group Number 
20-29 13 
30-39 16 
40-49 25 
50-59 4 1 
60-69 94 
70-79 99 
80-89 65 

/ 
90-99 10 

Table 7.12 Age breakdown of patients of St Vincent's Hospital palliative care service-1997 

Two hundred and eighty of the patients referred were resident in the Eastern Health 
Board area. The areas of residence of the referrals are shown below 

Area of residence Number - 
Eastern Health Board 280 
-East Coast area 224 
-South- Western area 44 
-Northern area I2 
Outside Eastern Health Board 9 1 

Table 7.13 Area of residence of referrals to St Vincent's Hospital palliative care sewice-1997 

One hundred and fifty one patients (41%) were referred by surgical teams, 108 (29%) 
were referred by oncology/haematology and 112 (30%) were referred by medical 
teams, including 26 patients referred by the medicine of the elderly team. 

Although the majority of patients referred had a diagnosis of cancer, 44 patients 
(12%) had advanced non-malignant disease. The breakdown of the non-malignant 
diagnoses is shown in Table 7.14. The majority of non-malignant referrals came from 
the medicine of the elderly team, the vascular surgeons and the cystic fibrosis team. 



- 
-- Diagnosis Number -- . 

CVA I I 
Respiratory disease 8 
Peripheral vascular disease 8 
Cystic fibrosis 6 
Cardiac disease 4 
Renal disease 4 
Meningitis 2 
Dementia 1 

Table 7.14 Breakdown of nonmalignant diagnoses referred to St Vincent's Hospital palliative 
care team-1997 

Three hundred and fifteen patients were referred for pain or symptom control, 44 for 
discharge planning and eleven for psychological support. The number of visits per 
patient varied in 1997 from I to 203 with an average number of 11. This number 
vqied according to symptom severity, length of hospital stay and number of hospital 
admissions. 

All patients with urgent symptoms are seen on the day of referral and reviewed within 
twenty four hours. Out-patient referrals and referrals from the oncology day hospital 
are also seen on the day of referral. The more routine referrals are seen within 48 
hours. Table 7.1 5 shows the patient outcomes for 1997. 

Outcome Number 

Referred fo home care 99 
-Our Lady's Hospice 35 
-St Francis Hospice 2 
-Wicklow 10 
-Kildare 3 
-Outside EEB 49 

Referred to hospicd 
-Our Lady's Hospice 
-St Francis Hospice 
-Other 

Referred to hospital 
-St Luke's Hospital 
-St Vincent's Private Hospital 
-St Anne's Hospital 
-Other 

Died 175 
Discharged home without community support 18 
Referred to nursing home 6 
Still in hospital 1 

Table 7.15 Outcomes for patients referred to palliative care team in 1997 

The records kept by the St Vincent's Hospital palliative care team are not yet fully 
computerised and most data required for audit purposes must be manually retrieved 
from individual patient forms. The team currently has no secretarial support and the 
administrative duties are carried out by the nursing staff. 



7.5.2 St James's Hospit(11 

the year from I*' March 1997 to 28''' February 1998 there were 391 new referrals to 
the palliative care service. Eight patients were seen who had also been seen in the 
1996-7 audit period. Twenty nine patients were referred to the service on more than 
one occasion during the audit period, for example patients who may have been 
admitted to the hospital twice during the year and were referred to palliative care on 
both occasions. 

Table 7.16 shows the age profile of the patients referred to the service during the same 
time period. The age patterns were very similar to those seen by the palliative care 
service in St Vincent's Hospital with the majority of patients being over the age of 60, 
particularly between the ages of 60 and 79. 

Age Group Number Percentage (n=399) 
20-29 4 1 % -. -. - ~ 

30-39 15 4% 
40-49 37 9% 
50-59 55 14% 
60-69 108 27% 
70-79 108 27% 
80-89 67 17% 
90-99 5 1% 

Table 7.16 Age profile of referrals to palliative care service 

Of the 399 referrals to the service during 199718, which includes those who had also 
been seen during 199617, two hundred and thirty five (59%) were male and 164 (41%) 
were female. 

Twenty eight percent of r4ferrals were from surgical teams, 59% from medical teams 
and the remaining 13% from oncologykaematology. This contrasts with referrals to 
the St Vincent's Hospital service where the majority of referrals were surgical and 
where oncology/haematology referrals accounted for almost one third of all referrals. 

Three hundred and sixty three of the patients referred had a diagnosis of malignant 
disease. Table 7.17 gives a breakdown of the non-malignant diagnoses. 

Diagnosis Number 
HIV 6 
Neuromuscular disease 6 
Cardiac disease 4 
Renal disease 4 
Multi organ failure 4 
Respiratory disease 3 
Anaemia 3 
Meningitis/septicaemia 2 
Osteo-arthritis 2 
Post amputation 1 
Dementia 1 
Total 36 

Table 7.17 Breakdown of non-malignant diagnoses referred to palliative care team in 199718 



Of the referrals, 47% were for symptom control, 23% for terminal care, 21% to 
arrange home care and 9% to arrange hospice admission. The average number of days 
of team involvement was 12 days and the average number of visits from the palliative 
care team was 6.6. 

Thirty seven percent of all new referrals are seen by the team on the day of referral. A 
further 49% are seen within three days of referral. Table 7.18 gives the breakdown of 
patient outcomes. Two of the patients referred to home care died while they were 
waiting for the service. 

Outcome Number 
~ 

Referred to home care 120 
Referred to hospice 8 1 
-Our Lady's Hospice 7 1  
-Other hospices 10 
Referred to other institutions 5 
Death 166 
Discharged home without community support 19 
Deferral of home care service involvement 8 

Table 7.18 Outcomes for patients referred to palliative care team in 1997 

The palliative care team in St James's Hospital produce a detailed audit document 
each year on the structure, process and outcome of the service. 

7.5.3 Beaumont Hospital 

In the year from May lSt 1997 to April 30" 1998 there were 385 new referrals to the 
Beaumont Hospital Palliative Care Service, an increase of almost 150% on the 
previous year. 

t 

Of the 385 referrals, the majority (62.9%) were 65 and over. Almost one third were 
aged 41-64 and the rest were under 40, with 1% under the age of 18. 

Most patients seen were suffering from a malignant disease (93.6%). The main 
diagnoses of those referred with non-malignant disease included motor neurone 
disease, multi-organ failure and chronic obstructive airways disease 

Over fifty percent of all referrals came from the various medical specialties with 47% 
from the surgical specialties. The main reasons for referral include symptom control, 
discharge planning and patient and family support. Seventy five percent of new 
referrals during the year were seen on the day of referral with 19% seen on the next 
day. 

A third of patients referred during the year died with an average of ten deaths per 
month. Forty five percent of patients were referred to St Francis Hospice: 11% to the 
in-patient unit and 34% to the home care team. Of the others, 2.5% were transferred to 
nursing homes, 3.5% to other hospitals and 1.5% to other hospices. Eight percent 
were discharged home without referral to home care. These were often cases where 
the patient or family felt that it was too early for referral. 



7.5.4 St Luke's Hospitni 

A specialist palliative care nurse was appointed in St Luke's Hospital in early 1998 
and had 11 3 referrals in her first three months. The three main reasons for referral to 
the service included pninlsymptom control, psychological support and discharge 
planning. 

Meetings between hospital staff and the palliative care nurse are held on a weekly 
basis. The specialist palliative care nurse who provides the service has a teaching 
commitment in the oncologicai diploma course which is jointly run by Trinity College 
Dublin and St Luke's. 

7.5.5 Cherry Orchard Hospital 

In the year commencing 1" September 1997 there were 333 admissions to the 
HIVIAIDS unit in Cherry Orchard Hospital and 33 1 discharges. The average duration 
of.stay was 12.36 days reflecting the high number of respite admissions. The total 
number of bed days was 4139. The waiting time for admission to this unit is one to 
two weeks. The unit generally accommodates 12 to 14 patients. The majority of 
patients availing of this service are from Dublin. 

There were four deaths in this unit during the year. 

7.6 Other sewices 

7.6.1 Irish Cancer Society Night Nursing Service 

In 1997, a total of 362 families in the Eastern Health Board area availed of the night 
nursing service provided by the Irish Cancer Society: 304 from Dublin, 43 from 
Kildare and 15 from Wicklow. The average number of nights per patient was three 
with a cost to the ICS of £72 per night. This rate increased to £85 in July 1998. 

The total cost for the provision of this service in 1997 was £8 1,450. 



Chapter Eight Qualitative Research Results 

This chapter summarises the results of the qualitative research which involved six in- 
depth interviews with patients and five focus group discussions with patients, carers 
and service providers. The results describe the experiences and views of patients and 
their families as they journey through the different strands of the palliative care 
services. They conclude with the views of the service providers. 

Many patients and their family members volunteered comments about the general 
hospital services, particularly relating to the time of their diagnosis. As these were 
outside the remit of this study, they are only briefly mentioned below. The number of 
comments made would suggest that this area should be examined in more detail in 
future studies. I 

8.1 General hospital services 

e Dissatisfaction with the manner in which the diagnosis was imparted emerged in 
both in-depth and group interviews with patients and family members. 

"It's the way you were told that was dreadful, the shock of the diagnosis, the shock of the 
way it was told andyou onyour own. " 

"The doctors in the hospital need training, not just the technical training but the 
communication side as well so that they con communicate better and that " 

* A suitable venue at the hospital for family members to meet the doctor in private 
was also perceived as a need although such a facility was not always available. 

"I remember being told on a staircase in (..) hospital and I was in shock." 

Formal counselling and support for patients and family members during the first 
week of diagnosis was widely called for as a priority need in palliative care 
service provision that is not currently being met. 

"When I was in the hospital they looked after me but when they told me the news I found 
you were just told the news and that was it, they went then. I was just told the news, there 
was nothing said to me, no one came near me or said to me did you rteed help, no, except 
I had my family. They should have someone special who is trained for that, who has time 
to sit down and go over things with you." 

Long delays were also widely experienced at hospital out-patient clinics. 

"I went in at twelve o'clock and it was hvenly to six before I got in to see the doctor. That 
time sitting around is very boring. Ifelt like just walking out. It's very weary. " 

"I had to sitfrom nine o'clock to one o'clock waiting at the doctor's clinic, very tiring 
and boring, sitting in the hospitals. That gets you down. " 

Direct admission to hospital wards for palliative care patients was widely 
supported to avoid undue distress and discomfort. 

"One point I want to make is that fpeople have been diagnosed terminally ill and take a 
bad turn and go back to the hospital, they shouldn't have to go through casually They 
should h o w  from the letter from the doctor and avoid all the same questions all over 
again. " 



e Rcspondcnts were clcar about their nced for accurate, consistent and 
comprehensive information about the implications of their diagnosis. 'fhcy wanted 
this information directly from their consultant without the distractions of the 
accompanying team on ward ~.ounds. 

"Only when a person comes to give you thiv news it ',s not your own docto,: i1.s alwuys 
their understudy, not the doctor himself But they come anyway and sit on your bed with 
all these other  doctor.^ with then!. I aolually said il to him one time, 1ji)und he was 
speaking over me. Ife 'd come to .see me with 011 thesc other doctors and he '(1 speak to 
them hut I said to him one day I ' m  down h r w  l,ju.st,fi~und U all a bad experience when I 
got the news. " 

e 'I'he importance of information regarding entitlements and support services also 
emerged. 

" I  onlyfound out ubout the hospice through my hrother, he was doing fund-raising for 
the hospice and told me about it. " 

8.2 Specialist palliative care services - general hospitals 

Participants who had had experience of hospital specialist palliative care services 
consistently expressed the view that high standards of care prevailed and that 
service provision was well co-ordinated. 

o One aspect of specialist service provision that was particularly valued was the co- 
ordinating and supportive role played by the palliative care nurse. 

" I  got a fit of depression here one night, I was really down and (two palliative care 
nurses) came in here-and s p o h  to me and chatted to me, they were great, really great, 
they got me over it anyway They've been greatfriendr to me since 1 came in here, they 
really have, and its nice to kpow that you bringpeople with you too, you're not just left 
there, you have people with y w ,  it's halfthe battle." 

8.3 Specialist palliative care services - hospices 

* Since most respondents had had experience of various strands of the hospice 
services, many of the issues which emerged from analysis of the data relating to 
hospice services were appropriate for in-patient, day care and home care services. 
The findings are thus presented for hospice services in general with specific issues 
raised in relation to the individual strands of the service presented separately. 

8.3.1 Access and equiiy 

Access to in-patient hospice services for symptom control in times of crisis was 
widely viewed as timely and without undue delay. 

* A recurring theme in relation to access to in-patient hospice services was the 
personalised and reassuring manner in which patients were reminded that their 
bed was always ready for them should they need it. 

However, some participants had experienced delays ranging frcm one to three 
weeks for respite admissions. 



0 Access to day care facilities at Our Lady's Hospice was felt to be restricted due to 
the fact that day care is only provided two days per week. 

There was broad support among day care patients of Our Lady's Hospice for an 
increase in the availability of aromatherapy because of its perceived benefits. 

Access to home care services was more problematic with reports of up to eight 
weeks of an initial delay. 

0 Access to in-patient and home care services at both hospices was enhanced by the 
dissemination of 24 hour telephone numbers to patients and families. 

"Knowing they are there behindyou and that you can contact them at any time of the day 
or night ifyou need them, its a great support and it gives you more confidence knowing 
there's someone there for you. " 

"She (specialist nurse) comes in on a Friday and ifwe're in crny diflculties at all we can 
get in touch with her, we can just ring up at any time and get in touch with her andshe's 
here immediately. For medication and pain, if the pain comes back she'd be back here 
immediately to see what and she'd get back to the doctors and they'd help you and look 
afer you. " 

"...every time they visit they will always Stress to you ifyou require anything at all don't 
hesitate to ring and they'll say that afew times, letting you know they're there for you at 
all times. " 

s Broad support emerged for the increased accessibility of physiotherapy, 
occupational therapy and complementary services in the home. - Admission to the hospice was widely viewed as an easier process than hospital 
admission. 

"Its great to h o w  you don't have to go through the hospital routine which I've gone 
through dozens of times, it's easier to come in here as an emergency and the back-up 
team is able to cope with you here as you've been here before and they all know you and 
have your details. " 

The co-ordination of transportation also emerged as a much appreciated aspect of 
hospice service provision. 

"Transport to St Luke's war very efficient now ... You wouldn't be lefr sit tin^ around very 
long, lgot a tmifrom the hosp&e sfraight out and the heansport wasgreat now, very very 
efticient. " 

"...the volunteer drivers that bring us here and all that, 1 mean you couldn't fault that, 
they give up their time to do that ... 1 think its marvellous." 





"At the very beginning r h q  jimc us an abundance of name.^ I~ecalrse if (one were elf, say 
with di(f2renl shi/is, so at the very beginning you get this list (feverything, like ~ f t h e  
ho.spice nurses a17d ~lor:tor.,s and that, and even ifyou did have one that you hadn '1 spokew 
to before well they ' d s q  we// I ' N  on that team so immediately you'd r e l u  " 

"The good thing ohozrt it is rhul she (palliative care nurse) comes more ofren so I gel to 
know her more. " 

e Professional competence in the control of symptoms was also interpreted as an 
aspect of hospice service provision that illustrated a high standard of care. 

"The care is excellent ... so ,far as continuous pain all the time, no, I haven't. they 've 
controlled it and I think it ',s a rnarveNous achievement the way they 're able lo control ail 
these things.. . " 

"...they keep well on top ofmdters because they keep asking about every point ... I'm 
very well looked after.. " - In addition to the high standard of medical treatment and care provided by hospice 

services, the availability of physiotherapy and occupational therapy, as well as 
chiropody, hairdressing and aromatherapy were highly valued for their benefits to 
health and wellbeing. 

"The back up services like thc occupational therapist andphysiotherapist in the unit, I 
get those while I'm m the hospice. And also you have aromatherapy and chiropo&. You 
know there's wonderful services available to the in-patient " 

8.3.3 Family support 

0 While some family members felt that they had been adequately supported by 
hospice services, others felt that the psychosocial needs of the family in coping 
with terminal illness were largely overlooked. 

/ 
"They haven't supported us, not as a family, I don't feel that they have. They've 
supported my mother all right but regarding the family, they've fallen down. I think there 
should be a separate sort of service for the family - to let you know about the way that 
they go on, we think she's going round the bend and we're going round the bend as 
well. " 

"You don't h o w  how to cope with cancer, we have no experience of this when they're so 
dificult and complaining all the time and it's making us very angry. " 

Varying degrees of adjustment within the family were needed to care for patients 
at home and while losses of earnings were sometimes incurred by a family 
member in order to avail of the option of home care, there was no allowance 
available to compensate for this. 

8.3.4 The hospice environment . While many patients had had preconceived notions of the hospice as a depressing 
place of death and were initially reluctant to avail of the service, their fears were 
soon dispelled by an environment that was widely described as 'beautiful' and 
'more like a hotel'. 



"That was lovely Francis), the hospice is really a beautijiulpluce. As a matter offact 
when the hospice was fir.st mentioned I said oh no, I'm not going up to that place. I was 
in the belief that anyone that went into the hospice you were certain to die. But when I 
went up, I was glad I went, definitely glad I went. " 

"To me the hospice (Our Ludy 's), when you go into it its another world altogether. Its 
beautrfil, its peaceful I used to go down to the chapel 3 times a day just to relax down 
there, it was lovely and quiet, lovely. " 

* The comfort of hospice facilities and the availability of en-suite bedrooms for 
patients who were most in need of privacy was a valued feature of the service. 
Good food added to the comfort and enjoyment of the hospice environment. 

"The staffdo their utmost to make the surroundings and thefood as enjoyable as possible 
to the extent that they even offer you a choice for each meal .... they even give you linen 
napkins three times a day so you couldn'tfault all the niceties and extra touches. " 

8.3.5 Day care services 

o Day care services were unanimously viewed as an invaluable service that provide 
an important opportunity for social contact resulting in an increased sense of 
wellbeing. 

"I find the day care a great social asset for me because I'm meeting all the new 
patients. " 

"We want to talk to each other, you're not going to talk about your symptoms or my 
symptoms but it's nice to meet the other patients andfind out how they're coping, how 
they 're always tired too like you, you think you 're the only one who is tired andfeeling 
you can't do anything " 

"...$om the time I came here I improvedvastly. " 

"You come in ifyou'refeeling bad and it gives you confidence again. " 

The findings also indicate, however, that a gap in service provision may exist at 
the level of psychosocial care of the patient. 

"They know what my illness is but they never talked to me about my financial or 
psychologicalproblems, they wouldn't really know what's going on inside with you. " 

Because of the close bonds and friendships that were established between patients 
using the day care centre, some also wanted to be told directly by staff when 
people from their group had died. 

8.3.6 Home care services 

o Public health nurses were widely perceived to provide a valuable service in co- 
ordinating the provision of equipment and facilities for the home to promote 
independence and self-sufficiency. 

However, families made the point that the role of the public health nurse could be 
expanded to include assistance with washing patients in circumstances where 
patients were embarrassed to accept assistance from family members. 



8 The role of the general practitioner in home care was also widely perceived to be a 
valuable one from the perspective of patients and family members alike. For some 
patients, the general practitioner plays an important co-ordinating role in home 
care and was perceived to be ideally placed to provide total family care because of 
the long-term established relationship with the family. 

"The family doctor is great because he keeps in touch with the hospice and the public 
health nurse. Infact the GP can provide a better service, they keep better in to~rch and 
they look afler thefamily as we0 because they know you better. " 

8 In addition to the direct role played by specialist palliative care nurses in care and 
treatment, their central role in the co-ordination of care was also valued. 

"lfind the home care team very much on the ball, they know exactly how you aye. I had 
an appointment on Thursday and she came to see me earlier than that and asked me did 1 
remember about the appointment and I said no and I had to get myseIforganised and one 
of the drivers drove me in so that's servicefor you, isn't it. " 

"the nurse said do this, a,b,c etc. and told me exactly what to do, how to contact my own 
GP and then get the GP to ring the hospital and organise the ambulance and whatever, 
andsure it was all done in 10 or I S  minutes. " 

The fragmentation of care by virtue of the variety of service providers involved in 
. home care emerged as a factor, however, that was liable to cause disruption and 

inconvenience to family members. Successive visitors were also said to be tiring 
for patients. 

, . 

"You know it can be actually disruptive rather than helpful when you're not needing 
them and they are coming and all the time you're thinking well this person is coming 
today and that person tomorrow and it becomes a pain in the face. It becomes a waste of 
time for the person who's giving up their time and it's also disrupting our time. " 

"There was one day I had 3 callers so I couldn't get any of my own work done in the 
house. He's not able to talk to so many people coming in." 

8.4 Views of specialist palliative care sewice providers 

Emphasis was placed on the need to integrate specialist palliative care throughout 
the health services. Specialist training and experience in palliative care was 
emphasised and it was considered that, at minimum, the lead person in each multi- 
disciplinary group providing palliative care should be an appropriately trained 
specialist in palliative care. 

The need for continuing education for staff working in specialist palliative care 
and locum replacements for those on study leave was also emphasised. 

8.4.1 Access and equity 

The establishment of St Francis Hospice was said to have relieved the burden of 
pressure for beds. 

Access to hospice in-patient beds for patients living in counties Wicklow and 
Kildare was said to be more difficult due to their geographical distance from the 



hospices. There was support for the establishment of a hospice in the East Coast 
area of the Health Board to address this perceived inequity. 

The need for a medium support in-patient facility for patients with a medium term 
prognosis was also highlighted. 

The establishment of day care services was also said to have relieved the pressure 
on in-patient beds since patients can be discharged home earlier and brought back 
to day care for regular supervision. However, it is hoped that this service will 
expand in the future. 

Nursing staff constraints were said to prevail in home care resulting in a waiting 
list of approximately four weeks at the time of the study. 

The provision of occupational therapy, social work and physiotherapy to patients 
at home was also perceived to be constrained due to poor staffing levels. No 
specialist occupational therapy or physiotherapy services were said to be available 
in either Wiclclow or Kildare. 

There is no specialist medical palliative care input in home care in counties 
Wicklow and Kildare. This was perceived by some to be sub-optimal. Nurses in 
such circumstances were said to work in isolation without the benefits of team 
support or peer appraisal. Such service provision was said to compare poorly with 
that in Dublin. 

8.4.2 Psychosocial support 

The view was widely expressed that psychosocial support throughout the 
palliative care services is not always adequate for the patients' relatives. 

/ 
a While the holistic and multidiscipliiary model of care adopted by the hospice 

ensures that 'everyone sees the family as part of their brief in service provision', 
social worker staffing levels were said to have a limiting effect on the standard 
and quality of counselling and bereavement services provided to families. 

8.4.3 Co-ordination of palliative care service provision 

o While the key role played by voluntary bodies in identifying and responding to 
palliative care needs in the community was recognised, the view emerged that the 
resources of voluntary bodies might be more appropriately utilised through better 
co-ordination and collaboration with the specialist palliative care services. 

A review of current night nursing services was also called for. 

8.5 Views of general practitioners 

Among general practitioners there was broad agreement that palliative care is an 
aspect of general practice that is both professionally and personally rewarding. 

* There was also agreement that the role of general practitioners in palliative care is 
mostly limited to an administrative one involving the prescribing of medication on 
the advice of specialist nurses and doctors. 



While somc GI's ate happy to leave palliative care in the hands of specialists, 
others feel that general practitioners are a valuable resource that is generally 
under-utiliscd in the co-ordination ol'palliative care services. 

c Access to hospice bcds was said to involve a delay of only three to four days. 
Participants expressed regret that they no longer have direct access to more local 
palliative care beds in St Gabriel's Hospital. This service was discontinued in 
1992. 

e The home care service, although of a very high quality, was said to involve longer 
waiting times for patients. 

None of the participants were aware of the day care services provided by the 
hospice. This may be because all participants were from the East Coast area and 
were, therefore, far removed from the day care service. The GPs said that travel 
time to the hospice would limit this option for their patients, as it can for families 
visiting hospice in-patients. They felt that a local day care service would be of 
great benefit to their patients. 



Chapter Nine Quantitative Research Results 

'These rcsults refer to survcys which were conducted among specialist palliative care 
service providers, general practitioners, patients and their family members, Consultant 
Oncologists and public hcalth nurses. 'Thc purpose of thesc surveys was to examine 
the satisfaction of bolh scrvicc providers and patients with the present services and lo 
highlight areas of unmet nccd and priority areas for future service development. 

9.1 Survey of specialist palliative care service providers 

Sixty eight of the 94 questionnaires sent were returned giving an initial response rate 
of 72%. Following a rcrninder letter, five more questiomaires were returned 
increasing the response rate Lo 78%. Figure 9.1 gives a breakdown of the occupations 
of those who completed the questionnaire. 

OK --- 
nurse doctor others 

occupation 

Figure 9.1 Occupations of respondents 

The mean satisfaction ratings on a scale from zero to ten for the various areas on 
which questions were asked are shown in table 9.1. A rating of zero indicates extreme 
dissatisfaction with a particular aspect of the service whereas a rating of ten indicates 
extreme satisfaction. 

Area Mean satisfaction 

Availability of advice or assistance from colleagues when needed 
Level of education/ training received 
Job satisfaction (mcluding stress management) 
Number of bedslplaces available to patients 
Communication with voluntary agencies 
Bedslplaces for respite care 
Stage at which specialist services get involved in patient management 
Communication with general practitioners 
Staff numbers 
Number of bedslplaces available to patients with non-malignant disease 

rating 
8.0 

Table 9.1 Mean satisfaction ratings-specialist palliative care service providers 



Respondents were also asked for any additional comments relating to the above areas. 
A selection of the comments made under the various headings are listed below. The 
number of additional comments made was generally small and cannot be regarded as 
representative of the views of the group as a whole. They do, however, provide 
information on how some service providers view the present services. 

9.1.1 Additional comments 

( i j  Availabilily oj'advice and assistance when needed 

Table 9.2 highlights the positive comments relating to this area 

Comment Number 
Good support from colleagues 6 
Liberal access to consultant 3 
Good working atmosphere 
Good team work 

Table 9.2 Positive comments regarding assistance and advice from colleagues 

Five people mentioned that staff are often too busy to assist others. 

o The importance of peer support for those working in isolated posts was stressed. 

(ii) Level of education or training received 

0 Positive comments made included the use of the word 'excellent' by four 
respondents. Another commented on the 'tremendous' improvement in education 
in the area of palliative care since the employment of an educational facilitator. 

The word 'supportive' was used by three people to describe the attitude of the 
organisation towards ongoing education. 

Other respondents highlighted perceived inadequacies of present systems. These 
are listed in table 9.3. 

Problem Number 
Inadequate time allocated to formal education 10 
Need ongoing education and training to keep up to date 8 
Staff should receive support to further their education 7 
Courses should be held during working hours 2 
Insufficient education regarding non-malignant disease 2 
Workload takes priority even when study days have been planned 2 

Table 9.3 Problems identified regarding education or  training received 

(iii) General job satisfaction and stress management 

Positive comments included one where the respondent was 'very satisfied' with 
the job and another where the 'great management support' was praised. 

Two other respondents mentioned that job satisfaction was 'improving' and many 
mentioned the 'invaluable' support provided by colleagues. 



Eight people highlighted the importance of staff support and supervision. Four of 
these mentioned that stress management courses are provided free of charge by 
management and that counselling is also provided for staff when requested. Others 
commented on the strong support provided by colleagues. 

Table 9.4 lists some of the more commonly expressed sources of stress. 

Source of stress Number 
Lack of locum cover when staff are on leave 7 
General staff shortage 5 
Limited resources other than manpower 5 
Need for extended breaks or 'time out' to avoid 'burnout' when working in 4 
palliative care for long periods of time 

Table 9.4 Perceived sources of stress for staff working in palliative care 
1 

(iv)Number of beds or places available to patients 

0 Positive comments made included one that the nineteen beds in St Francis 
Hospice is a 'nice small number' producing a 'warm friendly atmosphere'. 

Problems identified by respondents are listed in table 9.5. 

Problem Number 
Waitine lists too lone 5 
Need medium suppo> beds 4 
More respite beds needed I 

Table 9.5 Problems identified with number of bedslspaces 

0 Medium support beds, which are meptioned above, are beds for patients with a 
prognosis of months rather than weeks. These patients may benefit from on-site 
nursing care and paramedical services such as physiotherapy and occupational 
therapy. 

(v) Communication with voluntary agencies 

Positive comments were made regarding the invaluable contribution that the 
voluntary agencies make, both financially and in providing other forms of support 
for the services. 

Service providers also praised the night nursing service provided by the Irish 
Cancer Society. 

o Three respondents commented that the night nursing service could be expanded. 

Another two felt that links between the Irish Hospice Foundation and the staff that 
they fund could be stronger. 



(vi) Number ($beds or ~ I L I C ~ S  ~~vailabIe,for re spit^' care 

e Six people commented that patients who rcquire respite beds are not given priority 
as this is given to the symptomatic and the dying. This can lead to long waiting 
times for respite beds. 

c Patients with non-malignant disease were said to have particularly poor access to 
such beds. 

m Four people expressed the view that the number of respite beds available is not 
enough to meet demand. 

c Other general problems identified with respite care were the difficulties 
experienced by patients with poor family support in being accepted for respite 
care and the bad feeling that can develop if a respite patient becomes long-term. 

. The problems encountered by families in readjusting to the provision of care after 
a patient has received two weeks respite care were also mentioned. 

(vii) Stage at which specialisl services get involved in patient management 

e Some comments were very positive saying that the stage at which the services 
generally get involved is usually 'excellent' and 'appropriate'. 

s Referrals to day care were said to be appropriate 

e The problems highlighted are outlined in table 9.6. 

Problem Number 
Patients dying on admission 9 
Paramedical services introduced too late - patients could have been kept at 4 
home longer with earlier introduction of O.T. etc 
Difficult to develop relationships as patients are referred late 4 
People equate palliative care with terminal care 3 
Acute hospitals refer patients late 3 
Collusion in the family leads to late referral 1 
Patients can be referred too early to the service I 

Table 9.6 Problems identified regarding stage of referral of patients to services 

(viii) Communication with general practitioners 

o Positive comments regarding communication were made by 1 1 respondents. Some 
said that the communication was 'excellent' and that GPs were 'very interested'. 

Others said that GPs were very 'open to suggestions regarding patients' and that 
'the suggestions that we make are usually camed out'. 

Other service providers said that they had not experienced any problems with GPs 
and that the GPs communicated well with the home care team. Communication 
between the two disciplines was also said to be 'improving'. 

Suggested areas for improvement are highlighted in table 9.7. 



Problem Number 
Poor availability- difficult to contact at times 3 
'One way' communication (from palliative care team to GPs) 2 
Advice not always acted upon 2 
GPs should have greater role in decision making 2 
Reluctant to prescribe morphine I 
Lack of interest by some GPs I 
Area of clinical resoonsibilitv unclear I 

Table 9.7 Problems identified regarding communication with general practitioners 

(ix) Staff numbers 

a Thirteen people suggested that more qualified staff were required. 

a Ten staff complained about the lack of locum cover when colleagues were on 
leave. 

a Nine respondents commented on perceived staff shortages in home care. 

0 Nine respondents mentioned shortages of complementary therapists, occupational 
therapists and physiotherapists throughout the service. 

Three other service providers commented on a perceived need to review staff 
levels in general. 

(x) Number of beds or places available for patients with non-malignant disease 

Seven respondents felt that staff training would need to be addressed before such 
patients could be cared for by the existing palliative care services. 

Nine service providers commented that the high number of patients with non 
malignant disease would place too high a demand on current services. 

/ 

Two respondents felt that medium support beds should be provided for these 
patients. 

9.1.2 Protocols 

Forty three respondents (64.2%) said that they follow protocols. 

a Table 9.8 lists the main answers received when service providers were asked what 
they follow protocols for. 

Protocol Number 
Nursing procedures (including patient care, administration of drugs and other aspects of 12 
the nursing process) 
Symptom control 7 
Referrals 3 
Admissions 3 
Medical emergencies 2 
Night nursing 2 
Out of hours I 

Table 9.8 Protocols in use 



'l'hirty seven (55.2%) of the respondents to this question said that they do audit 
their activities. 

Most of the audit in progress is activity bascd and loolts at issues rclating to 
structure and process rather than outcome (Table 9.9) 

.- 
Staff Audit 

~ ~ ~ ~. ~- .  -~ ~~ 

Home care nz~rscs -numbel- of visits 
-phone calls 
-admissions 
-on-call service 
-deaths 
-bereavement follow-up 

Acute hospital nurses -annual report-outlines activilics 
-pain control 
-referral response times 

Hospice nurses/day care nurses -nursing activities 
Paramedical stafl -quarterly case reviews 

-referral response times 
-numbers referred 
-random case notes reviews 

Doctors -weekly team meetings 
-contribute to annual reports 

Table 9.9 Current areas being audited by specialist palliative care staff 

r Home care nurses were hopell  that the introduction of a new computerised 
package for palliative care would facilitate audit in the future. 

The lack of secretarial support and up to date computerisation are reasons given 
/ for the difficulty in carrying out audit in acute hospitals. 

9.1.4 Complaints procedrtres 

0 Twenty seven (45.8%) staff said that there were formal procedures in place for 
seeking and dealing with complaints. Many of those who provided additional 
comments said that they were unaware as to whether or not there was a formal 
complaints procedure. 

o Complaints relating to the paramedical services are addressed to the head of the 
department and go higher if necessary. 

Most other complaints are handled at ward level first and then by management. 

Complaints in Kildare and Wicklow are dealt with by superintendent public health 
nurses and after that go through the Eastern Health Board's complaints section. - Written complaints are also discussed at hospice level at a meeting between the 
medical director and the matron. 



One specialist palllatlvc carc nurse in an acute hospital points out that thc 
introduction of the specialist palliative care services in the acute hospitals has 
reduced the number oS complaints to the hospital in general. 

9.1.5 Role of counselling in pnNintive care 

* Table 9.10 lists the answers received when the role of counselling in palliative 
care was asked about. 

Role of counselling 
~ .... Number 

- 

'Essential' or 'central' role 2 1 
Support network for patients and their families 14 
Bereavement follow-up 10 
All palliative care professionals would benefit from training 10 
Allows adjustment to illness and preparation for death 8 
Professional counselling is required by a minority with basic counselling skills usually 6 
sufficing 
Staff should also be offered counselling 3 
Should be available from day of diagnosis onwards 2 
Counselling can be inappropriate at times as it can distract some people from dealing 2 
with stressful events 

Table 9.10 Role of counselling in palliative care context 

9.1.6 Adequacy ofpresent services 

Seven of those surveyed said that the present palliative care services are adequate 
compared to 58 who said they are not. Table 9.11 shows the main areas 
highlighted as being inadequate at present or needing development in the future. 

Lack of qualified staff 
I 

10 
All acute hospitals should have specialist palliative care service 7 
Number of hospice beds/ respite beds 7 
Number of home care places 6 
Need satellite services linked into present services 6 
Number of day care places 6 
Need medium support beds 4 
Need expansion of out-patient departments 4 
Need to expand services for those with nou-malignant disease 3 
Need more practical family support 3 
Need improved communication between hospice and community 3 
Night nursing service needs improving 3 
Need expansion of bereavement services 3 
Waiting lists should not exist 3 
All home care teams should be run by specialists 2 

Table 9.11 Current inadequacies of palliative care services 

Finally, two respondents said that the present services available need to be 
marketed and that both public and professional awareness of palliative care 
services should be addressed. 



9.1.7 Unmet needs 

There was considerable overlap between the inadequacies of the present serviccs 
and the unmet needs identiiied. The areas highlighted arc listed in table 9.1 2. 

Unmet need -- Number 
Expansion of existing services to allow more patients to avail of them 15 
~pecialist palliative &re services in all acute hospitals 12 
Education 12 
Medium support facilities 8 
Services for patients with nonmalignant disease 9 
Increased number of paramedical staff 7 
Expansion of bereavement/counselling services 6 
lmproved staff support 6 
Improved access to respite beds 3 
Palliative care research in Ireland 2 
Expansion of night nursing service 2 
Identification of palliative care needs in nursing homes1 other institutions 1 

Table 9.12 Unmet needs identified by specialist service providers 

9.1.8 Future service developments 

* Many of the answers here indicated that priority areas for future service 
development were to address those unrnet needs previously mentioned. 

Priority area Number 
Education 36 
Development of home care service 16 
Increase staffmg levels throughout services 15 
Expansion of day care services 12 
Development of role of community team 9 
Development of bereavement/counselling service 8 
Provision of medium support beds 7 
Expansion of complementarylsupportive therapy service 7 
GP to be established as primary carer-training in setting up syringe drivers 3 
Communication between GPIhome care team 3 
Paid sitters should be available in all areas 3 
Consistency in community service provision regarding personal care of patients 3 

Table 9.13 Priority areas identified for future development of services 

Other suggestions regarding future developments in this area include care for the 
carers and other issues regarding staff support, the development of a national 
policy with financial support, the expansion of out-patient services, the provision 
of more hospice beds and an improved interface between hospital palliative care 
services and medical oncology services. 



9.2 Survey of general  practitioners 

One hundred and ten of the 290 questionnaires circulated were returned giving a 38% 
response rate. Of those who responded 30.6% were from the East Coast, 33.3% from 
the South-West and 36.1% from the North of the Eastern Health Board area. 

9.2.1 Practice details 

0 The mean number of patients with palliative care needs (defined as patients whose 
disease is no longer responsive to curative treatment) that the GP was seeing at 
the time of the study was 2.5. 

e Almost 25% of respondents were not providing palliative care services for any 
patients while two were caring for ten patients. 

In the previous twelve month period, the mean number of patients that they 
provided services for was 5.9. 

0 Over 50% of the GPs said that 100% of their patients with palliative care needs 
were also in receipt of specialist palliative care services. However, almost one 
third of respondents indicated that 50% or fewer of their patients received 
specialist services. 

9.2.2 Satisfaction with present services 

Table 9.14 lists the mean satisfaction ratings on a scale from zero to ten with various 
aspects of the present services. 

Area Mean satisfaction rating 
Advice 6om palliative care team 8.4 
~ommunication with home care team 7.8 
Overall adequacy of local specialist services 1 7.4 
Access to palliative care consultant when needed 7.4 
Communication with in-hospice team 7.2 
Access to be&-respite 6.4 
Access to beds-symptom control 6.4 
Access to beds-crisis situations 6.2 
Health board reimbursement 4.9 

Table 9.14 Mean satisfaction ratings-general practitioners 

a After rating their satisfaction with the various individual aspects of the palliative 
care services, general practitioners were then asked for any additional comments 
regarding the services in general. 

Many very positive comments regarding the specialist palliative care services 
were expressed. The services were described as 'excellent', 'great' and 'much 
appreciated' and the staff 'couldn't be more helpful'. 

However, some negative comments were also made which highlight sources of 
dissatisfaction with the services. Table 9.1 5 lists some of these comments. 



.".. 
Additional comment 

~ ~ 

Number .. 
Inadequate reimbursement I I 
Poor communication 5 
Long waiting lists for home care 4 
More hospice beds nceded 3 
Co11cc1-11s re de-skilling of GPs 2 
All home care nurses should have team supper( 2 
Bereavement counselling I 
Need for improved general domestic support I 

Table 9.15 Additional comments made by general practitioners 

9.2.3 Education and training 

GPs were asked about their level of education in palliative care and whether or not 
they would like further education in specific areas listed or in other areas. Table 
9.16 shows the level of education received by the respondents. 

Level of education Number Percentage 
Undereraduate 43 41.3% 
postgraduate 46 44.2% 
Vocational training scheme 28 26.9% 
ICGP course 35 33.3% 
Other 28 26.9% 

Table 9.16 Level of education received by GPs 

Eight GPs who specified that they had received other forms of education referred 
to their own general experience, four had undertaken a course in Our Lady's 
Hospice, four mentioned formal reading and three listed continuing medical 
education. 

e Fifty six GPs (54.9%) wanted more education in symptom control and pain 
control, 35 (34.3%) in paediatric palliative care, 51 (50%) in bereavement and 53 
(52.5%) in stress management. Table 9.17 lists other areas highlighted by the GPs 
for further education. 

Areas for further education 
Counselling of the dying patient 
Dealing with relatives 
Dealing with depression in the terminally ill 
Use of syringe drivers 
Therapeutic updates 
Updates in all areas 

Table 9.17 Suggested areas for further education 

Suggestions made regarding the form that such education should take included an 
annual refresher course to maintain skills, more study days for general 
practitioners, distance learning and the circulation of relevant literature to all GPs. 



9.2.4 Unmet needs 

Over half (56.3%) of all GPs who responded to this survey found the present 
specialist palliative care services in the Eastern Health Board area adequate. Table 
9.18 lists the unmet needs that GPs who found the services inadequate identified. 

Unmet needs Number 
Long home care waiting list 11  ore hospice beds - 8 
Improved communication 7 
More respite beds 5 
Improved general nursing support for patients 5 
More local beds in rural areas 3 
Improve general services in acute hospitals 4 
Services for those with nonmalignant disease 4 
More education and h-aining for GPs 2 
Expand services in rural areas 6 
Improved GP reimbursement 2 
Improved psychological support 1 

Table 9.18 Unmet needs identified by general practitioners 

9.2.5 Priority areas 

GPs were asked to identify priority areas in general practice for the development 
of palliative care services. The main areas which emerged were education, 
communication and improved access to beds. Table 9.19 shows the priority areas 
identified. 

Priority Area Number 
Imnroved communication 18 
Education and trainme 17 - 
Access to beds 1 8 
Improvement of rural services 4 
Family support 3 
Access to syringe drivers in the community 3 
Reduced home care waiting times 3 
Provision of sitterslnwsing support to enable patient to stay at home 3 
GPs should be involved in home care team 3 
More support for general practitioners 2 

Table 9.19 Priority areas for the development of palliative care services 



9.3 Survey of patients 

0 The response rate for this survey was poor at 40%. However, it was decided that 
for ethical reasons this group should not be sent reminders. One third of the 
respondents were feniale and two thirds were mnle. Almost 40% were undcr the 
age of 65 with 28% aged 75 and ovcr. 

m Table 9.20 shows the percentage who used the various services. As can be seen, 
the majority of patients are in receipt of home care services. 

Service used Percentage 
Home care 83.3% 
Day care 55.6% 
Hospice 33.3% 
Acute hosoital 11.1% 

Table 9.20 Services used by patients surveyed 

s The mean satisfaction ratings on a scale from zero to ten for various aspects of the 
services are tabulated below. 

Area Mean satisfaction rating 
Frequency of home care visits 9.5 
~ e n i r a l  standard of care received 9.4 
Communication with staff 9.2 
Communication between staff and family 9.2 
T i e  spent waiting for services 8.8 
Management of physical problems 8.8 
Co-ordination of palliative care services 8.5 
Out of hours care 8.4 
Paramedical sewice provision 8.1 

i Range of day care activities 8.1 

/ 
Management of emotional problems 8.0 
Frequency of day care attendance 7.8 

Table 9.21 Patient satisfaction with the specialist palliative care services 

e Five patients made additional comments relating to day care. Three expressed the 
view that more day care should be available, either by increasing the length of the 
day or the number of days the service is provided per week. Two others 
commentated that more complementary therapy should be available. Another 
patient suggested that home care nurses should visit more often. 

e Table 9.22 lists the biggest benefits of the palliative care services as described by 
the patients. 

Benefit Number 
Access to expert care and knowledge when I need it 4 
~ a i n l s ~ m ~ t o h  control 

- 

4 
Social aspect of day care-'meet others like me' 3 
Control of emotional problems-easing of mind 2 
Kindness and helpfulness of team 2 
Can stay at home instead of going to hospital I 
Gives family time off 1 

Table 9.22 Benefits of palliative care service 



s Table 9.23 lists the more negative aspects of the palliative care service as 
identified by the patients. 

Negative aspect Number 
Problems relating to medication 2 
Cannot attend day care often enough 2 
Not enough access to complementary therapy I 
Not seeing doctor regularly enough 1 
Uncertainty re time of nurse's visits I 
Lack of information 1 
Difficulty in contacting home care by phone I 

Table 9.23 Negative aspects of palliative care services 

The next section asks about the differences that the palliative care services have 
made to the patient's life. Comments made are listed below. 

Differences that palliative care services have made 
'I look forward to living' - 
'I'm not alone' 
'Their attention to pain control bas made an incredible difference' 
'I h o w  that I have a lovely place to die' 
'I look forward to their (home care nurses) visits' 
Able to 'discuss cancer openly' 
'My family no longer has to cope with the illness alone' 
'Day care gets me out of the house' 

Table 9.24 Changes that services have made to patients lives 

0 When asked about how the services could improve, most patients indicated that 
they could not see any room for improvement of the present services. The two 
areas that were highlighted are listed below. r 

/ 

Areas for improvement - Number 
Expansion of day care services 4 
~ & e  help with emotional problems 2 

Table 9.25 Areas identified for improvement of palliative care services 



9.4 Survey of family members 

'This questionnaire based survcy achievcd a response rate of 38%. 'fhc sex hrcaltdown 
of respondents was 71% fem:lles and 2% males and their relationship to patients is 
shown bclow. 

Relationship-family member to patient 
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Relationship 

0 The mean satisfaction ratings for the various aspects of the present services are 
listed below in table 9.26. 

Area Mean satisfaction . 
rating 

Frequency of home care visits 9.4 
General standard of care 9.1 
Management of physical problems 8.8 
Time spent waiting for services 8.6 
Frequency of day care attendance 8.5 
Communication between family and staff 8.4 
Out of haws care 8.4 
Co-ordination of care 8.2 
Management of emotional problems 7.6 
General support for carers 7.3 

Table 9.26 Mean satisfaction ratings-family members 

Additional comments were also made regarding the above. Two respondents 
mentioned that they would l i e  their family member to attend day care for an extra 
day per week. Two others highlighted the need for carer support and support 
groups. 

When asked about ways in which the service could be improved, the areas 
highlighted by one respondent each were improved carer support, more day care, 
better communication between home care nurses and the patient's family and 
better approximation of the time of the home care nurses' visits. - Other respondents took the opportunity to thank the service providers for the 
'excellent service' and to express their satisfaction with all aspects of the 
palliative care services. 



0.5 Survey of hospital oncologists 

This survey of twelve Consultant Oncologists achieved a response rate of83% 

* Five respondents listed their most usual work setting as an acute general hospital, 
two as a pacdiatric hospital and four as a specialist cancer hospital. 

e All but two respondents had some form of palliative care service in their place of 
work. Those who did not have access to such a service felt that it should be 
available to them. 

o The main reasons for referral to the palliative care teams include symptom 
control, emotional and family support, terminal care and discharge planning. 

B Four of those surveyed had rcceived post-graduate education or training in 
palliative care. Three respondents received other forms of education. These 
included selfdirected CME, exposure and conversations with palliative care 
physicians and nurses over the years and exposure as part of general oncology 
training. 

e Of note, no respondent indicated that he or she had received any under-graduate 
education in palliative medicine. 

0 Table 9.27 shows the average satisfaction ratings recorded on a scale from zero to 
ten. 

Area Mean satisfaction 
rating 

Communication with specialist palliative care team 7.3 
Quality of present specialist palliative care services 6.3 
Counsellinghereavement services available 5.2 
Availability of on-site specialist palliative care servicds 4.7 
Access to specialist palliative care beds/places 4.7 

Table 9.27 Mean satisfaction ratings-oncologists 

None of the consultants surveyed felt that current specialist palliative care services 
in the Eastern Health Board area were entirely adequate. 

Comment Number 
More s~ecialist staff should be em~loved in general hospitals 3 . - - 
Communication 1 
Lack of medium support beds 1 
Delays in receiving home care 1 
Need for the seamless integration of oncology and palliative care services 1 

Table 9.28 Additional comments regarding present palliative care sewices 

0 There was considerable overlap between the unmet needs and the priorities 
identified for future service development (table 9.29). 



Unmet needs and future priorities 
lmnroved communication. 
lncreased availability of palliative care education 
Provision of medium suppolt beds 
Extension of services to all acute hospitals and pediatric hospitals 
Improved Ftrnily counselling and bereavement services 
Home care serviccs could extend from acute hospital services 
lmproved continuity of care 

Table 9.29 Unmet needs and priority areas for future service development 



9.6 S u r v e y  of public health nurses 

Table 9.30 shows the satisfaction ratings given by public health nurses 

--- 
Area Mean satisfaction 

rating -- 
Availabilitv of advice and assistance from colleaaues 8.0 - 
Availability of equipment fol- those with palliative care needs 5.6 
Overall standard of specialist palliative care services 4.8 
Night nursing service 4.6 
Communication with GPs 4.1 
Availability of paramedical services 3.9 
Communication with the home care team 3.8 
Communication with hospice team 3 .0 

Table 9.30 Mean satisfaction ratings-public health nurses 

Three of the respondents had received education in palliative medicine at some 
stage. This consisted of a one day course in Our Lady's Hospice in one case and 
attending at 'infrequent' lectures in another. 

* Nine of the nurses highlighted areas in which they would be interested in 
receiving more information. These included counselling of the dying patient and 
drug side effects. 

Only one respondent felt that present services were adequate for patient care. 
Others felt that some areas need improvement. These areas are listed in table 9.3 1. 

Unmet needs and priority areas Number 
Waiting lists for both day care and home care 6 
Night nursing service 5 
Communication 4 
More availability of syringe drivers 4 
Education should be improved 3 
General nursing support of patients 3 
Family support services 2 

Table 9.31 Unmet needs and priority areas highlighted by public health nurses 

Finally, the respondents complained that there are no social workers in the 
community and that community physiotherapists and occupational therapists are 
'overloaded, overtaxed and overworked' with resulting delays for these services. 



Chapter 'Ten Disc~~ssion 

'l'he importance of thc dcvclopment of palliative carc services in lrcland has been 
highlighted in recent strategy documents including the National Cancer Strategy 
document. As well as having a long tradition of hospice carc, Ireland also has an 
ageing population. l'he predicted increase in the number of over 65s, who are the 
main consumers of the specialist palliative care services, will lead to an increased 
need for these services in the ruture. 

The Eastern I-Iealth Board is the largest of the eight hcalth bowds in the country with 
a population of almost 1.3 million. The average number of deaths from cancer in the 
region is 2,500 with approximately 7,500 incident cases per annum. 

In the years ahead, the Eastern Regional Health Authority will replace the C astern : 
Health Board. At present, there is a hospice in the South-Western area (Our Lady's 
Hospice) and the Northern area (St Francis Hospice) with none in the East Coast area. 

This report addresses two main issues, namely the need for, and development of, 
specialist palliative care services in the East Coast area and also the overall 
development and monitoring of all specialist palliative care services in the Eastern 
Health Board area so that best practice is always delivered. 

10.1 Demography and population projections 

The most dramatic change predicted by population projections is in the elderly 
population, particularly in those aged 80 and over. 

The East Coast area of the proposed Eastern Regional Health Authority has a 
population of 324,720. This area has the highest percentage of people over the age of 
65 at 11.5% compared to the corresponding Eastern Health Board percentage of 9.7%. 
It also has the highest absolute number o'fpersons over the age of 85. 

1 

The population aged 65 and over in the East Coast area was 37,295 in 1996. Applying 
the age specific Connell projections for the Eastern Health Board to the East Coast 
area, this number will increase to 52,327 by the year 201 1. This increase will have 
obvious implications for the palliative care services in the East Coast area of the 
Eastern Health Board. Similarly, the projected increase of 40% in those aged 65 and 
over in the whole Health Board area will mean an increase from 126,342 to 176,034. 
As this age group currently avails of the palliative care services more than any other, 
this increase will have implications for the development of palliative care services. 

Data were obtained from the National Cancer Registry which allowed geo-coding by 
district electoral division of the incident cancer cases in the Health Board area in 
1994. The East Coast area had the lowest number of incident cancer cases of the three 
areas in the Eastern Health Board but had the highest incidence rate per 100,000. 

This geo-coded data was only obtained for one year. Geo-coding of the data on cancer 
mortality and incidence from the National Cancer Registry on an annual basis would 
facilitate the monitoring of trends in small areas and comparison between areas. 



10.2 Morbidity and mortality 

10.2.1 Malignant disease 

Malignant disease accounts for over 25% of deaths in the Eastern Health Board area. 
This is higher than the corresponding national proportion. Although the majority of 
these deaths occur in thc over 65s, malignant disease also accounts for a considerable 
number of years of potential life lost from premature mortality. In 1997 malignant 
disease also accounted for 5.5% of hospital discharges. 

The leading causes of cancer deaths in males in the Eastern Health Board area in 1995 
were cancer of the lung, colo-rectum, prostate, stomach and oesophagus. The 
corresponding causes in females were cancer of the lung, breast, colo-rectum, 
stomach and ovary. Patients with these diagnoses commonly avail of palKative care 
services. 

Of the 678 patients who were admitted to Our Lady's Hospice over a two year period 
from April 1996, 96% were suffering from malignant disease. All admissions to St 
Francis Hospice in 1997 had a diagnosis of malignant disease. Ninety percent of the 
referrals ,to Our Lady's home care service were suffering from some form of 
malignant disease as were 99% of those patients of St Francis home care service in 
1997. Another Irish survey found that, although all Irish palliative care units said that 
they accepted patients other than those with cancer, this group actually accounted for 
less than two percent of all admissions (Igoe et al., 1997). The findings in Our Lady's 
Hospice and St Francis Hospice are similar. 

The figures above regarding incidence and mortality give some idea of the burden of 
morbidity and mortality from cancer in the Eastern Health Board area. Those with 
diagnoses of cancer in the area are the main users of the palliative care services. 

10.2.2 Non-malignant disease 

Admission policies in palliative care facilities are restrictive where patients with 
diseases other than malignant disease are concerned. However, the number of patients 
with non-malignant disease being referred to acute hospital palliative care teams and 
home care teams is increasing. 

The major cause of death in the Eastern Health Board area is circulatory disease 
which accounted for 3872 deaths in 1997. It also accounted for 9% of hospital 
discharges and 17.5% of bed days for admissions of less than 31 days. Respirato~y 
disease accounted for 1134 deaths, 8.2% of discharges and 13.2% of bed days 
admissions of less than 3 1 days in the same time period. 

Patients with HIVIAIDS and motor neurone disease are currently accepted by the 
Eastern Health Board palliative care services. The numbers of patients with these 
conditions in the Health Board area is small when compared to those with malignant 
disease. 

Uncertainty regarding the prognoses of patients with non-malignant disease along 
with the large numbers of patients suffering from non-malignant disease who could 
benefit from specialist palliative care services makes it difficult for the present 
services to accept all non-malignant referrals. Staff surveyed also expressed concerns 

in? 



about accepting more patients with non-malignant disease without adequate resources 
and training. 

10.3 Evaluation of current sewices 

10.3.1 in-patient units 

The two in-patient units in Dublin have 55 beds between them. The literature 
regarding the number of specialist palliative care beds required per head of population 
suggests that five beds be provided per 100,000 population. This would mean an 
increase of ten beds in the Eastern Health Board area. 

In 1997 bed occupancy in Our Lady's Hospice was 81% and in St Francis Hospice 
was 89%. A survey of 102 units in the United Kingdom found that occupancy rates 
varied from 41% to 95% with a mean of 74% (Eve et a]., 1997). Other English studies 
found average occupancy rates of 67% in 1983 and 81% in 1987 (Frankel and 
Kammerling, 1990). The average lengths of stay in Our Lady's Hospice and St 
Francis Hospice were 26 days and 22 days respectively. 

Over a two year period from April 1996 there were 841 admissions to Ow Lady's 
Hospice. Over a fifth of these patients resided in the East Coast area of the Eastern 
Health Board and may have been more appropriately admitted to a more local 
hospice, had such a facility existed. A quarter of all referrals from hospitals were from 
hospitals in the East Coast area of the Eastern Health Board. 

Almost one quarter of the admissions to Ow Lady's Hospice during this two year 
time period had hospice stays of longer than one month. Similarly, over one fifth of 
admissions to St Francis Hospice in 1997 were over 28 days. The reasons for these 
patients' admissions could be reviewed to assess whether hospice care was deemed 
appropriate for the duration of their stay or if they could have been more adequately 
accommodated in another form of health cire institution. The National Hospice Study 
carried out in the USA found that nearly 8% of patients stayed more than 210 days 
(Greer et al, 1986) whereas 0.9% of patients in Our Lady's Hospice had stays of 201 
days or over. 

Broad support for the establishment of a medium support facility emerged from the 
qualitative and quantitative research. Such a facility would provide care for the patient 
with a longer prognosis who needs nursing care and input from the paramedical 
services but may not require a high support hospice bed. This may allow for more 
appropriate utilisation of existing in-patient hospice beds. A review of current staffing 
levels including those providing paramedical services such as physiotherapy, 
occupational therapy, social work and complementary therapy should also be 
considered. 

Although hospice type beds are provided in the Drogheda Memorial Hospital in the 
Curragh and in hospitals in Rathdnun, Baltinglass and Wicklow, these units have no 
specialist palliative care input. This inequity in the provision of specialist palliative 
care services in the Eastern Health Board area is a cause for concern. The need for 
increased local access to palliative care in-patient beds throughout the Eastern Health 
Board area also emerged during the qualitative research. 



10.3.2 Day care 

The number of referrals to Our Lady's day care service in 1997 increased by over 
80% when compared to those of 1996. Referrals to St Francis day care service 
increased by 100% between 1995 and 1997. This gives an indication of the increasing 
demand for day care services. 

Because of this increase in referrals to Our Lady's Hospice, day care has started to 
operate a waiting list and tends to limit access to one visit per patient per week. It is 
hoped that the service in Our Lady's Hospice will expand in the future as it is 
currently only operational two days a week. This would alleviate the waiting list and 
would also facilitate patients who wish to attend more than one day a week. The 
service in St Francis Hospice is ~rovided four days a week. 

10.3.3 Home care 

The specialist home care services serve the whole of Dublin city and county. Home 
care services in Wicklow and Kildare are managed by local superintendent public 
health nurses with no specialist medical input. In Wicklow, one home care nurse 
provides a service in the north and another in the south of the county, Monday to 
Friday. The home care service in KildareIWest Wicklow is provided by three nurses. 
The medical director is a local GP. 

The number of referrals to Our Lady's and St Francis home care services increased by 
20% and 6% respectively between 1996 and 1997. Almost a quarter of the patients of 
the Our Lady's service who died during the first four months of 1998 resided in the 
East Coast area of the Eastern Health Board area. These patients might be more 
appropriately cared for by a more locally based home care team. 

Five percent of those seen by Our Lady's home care team resided on the north side of 
the city. Consideration should be given to all patients on the north side of the city 
being seen by the St Francis home care team in the future, including those resident in 
Dublin 15 who currently fall within the catchment area of Our Lady's Hospice. 

The waiting list for the initial visit from the home care team can be three weeks or 
longer. This issue should be addressed in the future. 

Many patients with palliative care needs prefer to be cared for at home, although this 
may not always be practically feasible. The average cost of providing a home care 
service per patient by one home care team in 1997 was one eighth of the average cost 
of an in-patient admission in its parent hospice. Development of home care services, 
therefore, which is considered acceptable by consumers and makes financial sense, 
should take place. 

10.3.4 Acute hospital services 

Referrals to the specialist palliative care services in St Vincent's Hospital, St James's 
Hospital and Beaumont Hospital are also increasing, and more hospital specialties are 
now referring to the services. The number of patients being referred with non- 
malignant disease is also increasing. 



A high proportion of referrals to the Dublin hospices are from hospitals with specialist 
palliative care services and one of the main reasons for referral to the hospital teams is 
for discharge planning. 

All acute hospitals in the area should have a specialist palliative care team. There is 
currently no specialist palliative care team in the Mater Hospital, the Adelaide and 
Meath incorporating the National Children's Hospital, James Connolly Memorial 
Hospital, St Michael's Hospital, Naas Hospital and St Columcille's Hospital. Present 
team structures should also be reviewed as most teams currently have no secretarial 
assistance or paramedical support. 

Long delays and repeated history taking which terminally ill patients may have to 
endure in hospital casualty departments are issues which were raised during the 
qualitative research and which need to be addressed by hospitals. Hospice admission 
procedures compared more favourably as there were no delays and staff were more 
familiar with the patient. Finally, reported delays in hospital out-patient departments 
of up to 6 hours may adversely affect the palliative care patient and need to be 
addressed. 

10.4 Qualitative research findings 

This aspect of the study aimed to assess the present palliative care services in the 
Eastern Health Board area from the perspective of users and providers. The 
convergence of findings from all sources used suggests a reasonable degree of 
confidence in the validity of the study and a sound foundation on which the future 
development of palliative care services can be based. Although issues relating to 
general hospital services were outside the remit of this study, they were frequently 
raised by patients with palliative care needs and are, therefore, discussed below. 

10.4.1 Specialist palliative care services 

Patients availing of home care, hospice and:hospital services and their families were 
generally much more satisfied with services which had a specialist palliative care 
input. This gives support to the argument for specialist palliative care input in all 
acute general hospitals and all home care services in the area. 

10.4.2 Information and communication 

The greatest proportion of comments about service provision made by patients and 
family members related to the importance of information and communication. Most 
patients and family members wanted clear and timely information in understandable 
language about all aspects of their care. They also wished to have this information 
directly from their consultant in a suitable venue with subsequent opportunities for 
discussion with doctors on the team. Emphasis was also placed on the involvement of 
family in all aspects of care. 

However, the findings indicate that, while specialist palliative care services generally 
met conununication and information needs, general hospital services sometimes fell 
short of clients' expectations. This prompted calls for training in communication skills 
to be provided for staff. Sensitivity is needed in any communication between service 
providers and patients from the time of diagnosis onwards. 



Delays in communication betwecn hospital and connnunity services following 
discharge indicates a necd to revicw the system of dispatching discharge summaries to 
community services. 'Thc production of an infornmtion booklet on the structure of 
palliative care services, including cntitlemcnis and benefits, was also identiiied as 
important by patients and thcir families. 

The psychological benefits in terms of the sense of support and confidence derived 
from a 24 hour telephone service by hospice staff familiar with the patient was 
another theme that emerged in this study. Arrangements must be made to overcome 
any communication difficulties that patients and their families may cxpcrience in 
accessing services when problems arise at home. 

10.4.3 Psychosocial support 

While most patients and fimily members perceived the medical care and treatment 
provided by hospitals and hospices to be adequate, there was a widespread perception 
that psychosocial and counselling services were currently inadequate in hospitals and 
palliative care services. 

Both patients and family members identified the need for counselling and support 
during the f ~ s t  week following diagnosis and patients attending hospice day care 
services also expressed an interest in an initial psychosocial assessment. These 
findings were supported by the views of specialist palliative care service providers. 
They expressed concern about current social worker staffing levels in both hospital 
and hospice services and the poor collaboration between hospital and community 
social work services. 

This highlights the need to promote an awareness among all health professionals of 
the psychological, emotional and social dimensions which can influence physical 

i health. Evidence of the effect on physical health of these dimensions has emerged in 
this study where patients reported symptomatic relief and an increased sense of 
wellbeing associated with the emotional and social support gained from attending day 
care. 

10.4.4 Co-ordination of service provision 

While the role of both the home care nurse and the general practitioner in the 
provision of home care services was widely valued, the findings of this study suggest 
that measures need to be taken to further enhance the co-ordination of home care 
services and to avoid duplication of services. Closer collaboration between the various 
service providers involved in home care was suggested in order to minimise the risk 
of disruption and inconvenience to the family or the patient with successive 
uncoordinated professional visits. 

Despite being visited by both the specialist palliative care nurse and the public health 
nurse, another finding from the study was that some patients who needed assistance 
with personal care such as washing did not receive it. The need for clarity of role 
definitions and formal structures for collaboration between community services is 
imperative. 



10.5 Quantitative researcl~ findings 

10.5. I S~~ecinlist service providers 

'rhe response rate was 78%. Average satisfaction ratings for the various aspects of the 
present services studied varied from 4.4 to 8.0 on a scale from zero to ten where a 
rating of ten indicates extreme satisfaction. The aspects of the services that service 
providers were least satisfied with include provision of services for patients with non- 
malignant disease, communication with general practitioners, availability of respite 
beds, the stage at which they get involved in patient management and staff numbers. 
All of these received ratings of less than 6.0. 

Conversely, the areas where staff appeared to be most satisfied included the 
availability of advice and assistance from colleagues, the level of education and 
training received and stress management1 job satisfaction, all of which received 
ratings of 6.9 or over. 

Although the service providers were generally more satisfied than dissatisfied with 
present services, some areas for improvement were highlighted. Only seven 
respondents felt that the present services could be described as 'adequate'. Areas of 
unrnet need identified included the need for medium support facilities, the need for 
improved access to services for those with non-malignant disease and the expansion 
of counselling and bereavement services. The greatest priority area highlighted was 
education which was mentioned by 50% of respondents. 

The survey highlighted the fact that whilst the majority of service providers were 
satisfied with the various aspects of the specialist palliative care services when viewed 
separately, most of them feel that the overall service provided is inadequate in some 
way. This finding was common to all service providers across the multidisciplinary 
team. Areas to be addressed include: 

* Equity in service provision for patients ip acute hospitals and for those patients 
living in rural areas. 
Improved psychosocial support for patients and their families. 
Staff education and training. 
Access to the services for those with non-malignant disease. 
An increase in Irish research into palliative care. 

Further development of audit with particular emphasis on outcome rather than process 
and structure should also be considered. More evidence-based protocols should also 
be introduced. 

Most service providers were very complimentary of the present palliative care 
services and used words such as 'excellent', 'much improved', 'great support from 
management and colleagues' and 'warm and friendly' to describe their experiences of 
the services. 

The main issues raised by specialist palliative care sewice providers included 

Education 
The provision of medium support facilities 
Sewices for patients with non-malignant disease 



Improved psychosocial support 
Irish research - I'rovision of respite beds 

10.5.2 General practitioners 

'This questionnaire based survey provides important insight into the views of general 
practitioners in the Board's area regarding the present specialist palliative care 
services. Non-response can often be a problem in postal surveys involving general 
practitioners and our response rate was low at 38%. However, the study time frame 
did not allow for interviewing of individual GPs. For this reason the questionnaire 
was sent to a large sample of general practitioners (290) with over 100 questionnaires 
returned and analysed. 

1 

At the time of the survey, these GPs were involved in the provision of palliative care 
services for, on average, 2.5 patients. This implies that there may be a significant time. 
commitment involved, as patients in the terminal stages of disease can require two 
house calls per day, according to some of the GPs surveyed. Almost one quarter of 
GPs were not providing palliative care services for any patients while two were 
providing such services for ten patients. 

The average number of patients that the GPs had provided services for in the last year 
was 6. Five respondents had not provided services for any patients. Almost a quarter 
of the GPs had provided these services for ten patients or more in the past year, again 
emphasising the time commitment of some GPs and the variation from practice to 
practice. 

Over 50% of GPs indicated that all of the patients for whom they had provided 
palliative care services in the last year were also attended by the specialist palliative 
care services. However, almost Bne third said that only 50% or less of their patients 
were also in receipt of specialist services. This may highlight an area of unmet need as 
all patients could benefit from involvement of the specialist services. The reasons why 
some patients were not in receipt of specialist services should be addressed in further 
studies. 

In general, GPs' satisfaction levels with the present specialist palliative care services 
were very high with a mean satisfaction rating with the overall adequacy of local 
specialist palliative care services of 7.4 on the scale from zero to ten. Many GPs felt 
that health board reimbursement was inadequate considering the amount of time that 
the GP spends providing care for patients. Overall satisfaction with GP 
reimbursement scored an average of 4.9 on the rating scale. 

Over 40% of respondents had received undergraduate training or education in 
palliative medicine. The undergraduate curriculum has changed in Ireland in recent 
years with the introduction of more formal lectures and informal tutorials in palliative 
medicine. As a result, more medical students were being exposed to this specialty at 
an earlier stage. 

A slightly higher percentage of GPs (44%) received postgraduate education. 
Initiatives such as the employing by the ICGP of a palliative care skills fellow and the 
development of education and research centres in the Dublin hospices should increase 



the availability of training and education programmes for interested Gl's. These 
programmes should take into account the preferred methods of education tnentioncd 
by GPs such as distancc learning, small group skills updating, circulation of relevant 
reading material, study days and annual refresher courses. They should also take into 
account the areas identified by GPs for further education. 

Fifty six percent of' responcicnts felt that the present specialist care services are 
adequate comparcd to only I I %  of the specialist palliative care service providers 
when they were surveyed. 

There was considerable ovcrlap between the issues raised in the section on unmet 
needs and on priority areas for the development of specialist palliative care services. 
Communication, which has already emerged as a key area in other parts of this study, 
was also identified as thc main priority area here. Education and training and the 
waiting list for home services also emerged as important areas where general 
practitioners were concerned. 

Access to hospice beds was also highlighted as a priority area for service 
development. Specifically, GPs identified a need for more respite beds and beds for 

I 
patients with non-malignant disease. 

Family support and general nursing support for patients was another issue which 
emerged. The view was expressed that when patients wished to remain at home, then 
general nursing support and other supports such as home helps and paid sitters should 
be provided to support the patient and to relieve the carer. 

The provision of services in rural areas was another issue identified. GPs expressed 
the view that home care should be expanded in rural areas, particularly where the 
nurse is working alone. They also suggested that more local beds should be provided 
for patients, ideally with specialist palliative care input. 

The main issues raised by general practitioners included 

Communication 
Education and training 
Waiting list for home care 
Patient1 carer support 
Services in rural areas 

10.5.3 Patients 

This survey revealed some interesting views regarding the palliative care services. 
The majority of respondents were males and 60% were over the age of 65. 
Satisfaction ratings were very high indicating that, in general, patients are satisfied 
with the services and see little room for improvement. 

The lowest rating achieved was related to day care and the number of days that 
patients can attend (7.8). The view emerged, through the open questions, that patients 
enjoy going to day care where they can discuss their illness openly and that they 
would like to spend more time there. It was suggested that either the length of the day 
in day care or the number of days per week should be increased. Most patients were in 



favour of the latter option. Patients also suggested that the complementary or 
supportive therapy services be expanded to facilitate those who want to avail of them. 

Few negative comments were made regarding the services. A practical problem 
identified by one patient was the difficulty in getting through to home care which is 
sometimes experienced by both patients and nurses. A direct line to home care for 
patients' use would seem like a relatively straightforward solution to this problem. 
Another patient complained about uncertainty regarding the time that the home care 
nurse calls. This issue should also be addressed, particularly for patients where a 
public health nurse or GP is also calling to avoid duplication of services and 
disruption of the patient's day. 

Very positive comments were also made regarding the services. The palliative care 
services can have a profound effect on patients' lives. As well as controlling patients' 
symptoms which can, in itself, improve the patients' quality of life considerably, these 
services can also make the patients feel that they are not alone and provide both 
patient and family support. 

The main issues raised by patients included 

Expansion of day care services 
More complementary/ supportive therapy services 

10.5.4 Family members 

The satisfaction ratings of family members with the various aspects of the palliative 
care services were also high. 

Management of the patient's emotional problems received the second lowest rating by 
both groups with management of physical problems rating higher in both surveys. 
This issue should be addressed in the future as palliative care encompasses the 
management of psychological and spiritual problems as well as physical problems. It 
is also of note that, patients rated communication between staff and family members 
at 9.1, whilst family members themselves gave it a lower rating at 8.4. The family 
members gave their lowest mean rating (7.3) to general family support including 
practical and financial advice. This section was not included in the patient 
questionnaire. 

Family members gave a higher rating (8.5) to the number of days that the patient 
attends for day care than the patients themselves (7.8). The family group did, 
however, raise the issue of extra day care days for their relatives when asked about 
how services could be improved. 

Both patients and family members were very satisfied with the frequency of visits by 
the home care team which received the highest rating in both cases. 

Finally, many of the family members surveyed took the opportunity to thank the 
service providers and to commend them for the excellent service that they provide. 



The main issues raised by family members included 

Management of patients' emotional problems 
General family support 
Expansion of day care services 

10.5.5 Consultant Oncologists 

This survey received a good response rate at 83%. All but two of those who 
responded had some form of specialist palliative care service in their main work 
setting. In the paediatric setting, this takes the form of oncology liaison nurses who 
are based in the hospital but visit patients at home on discharge. 

None of those surveyed admitted to receiving any undergraduate education in 
palliative medicine and much of the postgraduate education received appears to have 
been ad hoc. 

The consultants surveyed were generally satisfied with the quality of the specialist 
palliative care services provided ,and with communication with the service. However, 
they were less satisfied with access to home care places and hospice beds for their 
patients. None of the respondents described present services as adequate. 

This survey revealed views on how best the present services could be adapted to 
improve service integration. Suggestions made included the extension of home care 
services from acute hospitals, the provision of oncological and palliative care services 
in one centre and the provision of medium support beds. Finally, the view was widely 
expressed that all acute hospitals should have a palliative care service. 

The main issues raised by Consultant Oncologists included 

Access to home care services 
Provision of medium support beds 
Specialist services in all acute hospitals 



10.5.6 Public health nurses 

This survey was carried out in the East Coast area of thc Eastern Health Board area. 
The satisfaction of the public health nurscs surveyed with present services was shown 
to be low. 

Communication emerged as an important issue. Average satisfaction ratings with 
communication with the home care team, hospice team and the general practitioner 
were all low at 4.0 or lower. The public health nurses pointed out that they were 
usually the ones to initiate communication with the other groups with little 
communication in the other direction. This issue should be addressed as improved 
two-way communication is necessary to ensure continuity of care throughout the 
palliative care services. 

Another area highlighted was a perceived lack of paramedical services provided in the 
community. Respondents commented on the lack of a community social work service 
and the delays involved in receiving community occupational therapy or 
physiotherapy. These services are considered to be of great importance in keeping 
patients at home and current staffing levels should be reviewed. 

The present night nursing service was considered to be a priority area for 
development in the future. Overall satisfaction with the present services was low at 
4.8. 

The nurses surveyed identified further education in palliative medicine as a need. 
They highlighted areas such as drug side effects and counselling as being of particular 
relevance to them. It was also suggested that a public health nurse with palliative 
training in each community care area should act as a resource to support the local 
public health nurses. 

I 
The reduction of waiting times for home care, improved family supports and 
improved general nursing support for patients were also identified as priority areas. 
These areas have also been highlighted by other groups. 

The main issues raised by public health nurses include 

Communication 
Paramedical sewices in the community 
Night nursing services 

e Education and training 
Waiting lists for home care sewices 



Chapter Eleven Conclusions and recommendations 

11.1 Conclusion 

The population of persons over 65 is predicted to increase by 40% in the Eastern 
Health Board area by 201 1. This will increase the need for palliative care services in 
the area as the majority of patients with a diagnosis of cancer are over 65 years old. 
Cancer in the Eastern Health Board area currently accounts for 8000 new cases per 
year, 2500 deaths and 8.6% of hospital bed days. 

The Eastern Health Board is shortly to become the Eastern Regional Health 
Authority. It will be divided into three Area Health Boards. Palliative care centres are 
currently located in the South-West area (Our Lady's Hospice) and in the Northern 
Area (St Francis Hospice) but not in the East Coast area. 

The current model for delivering specialist palliative care in the Dublin region (i.e. a 
combination of in-~atient hospices, home care, day care and out-patient care) appears 
to have a high degree of satisfaction but demand for all aspects of this service is 
increasing. The model in Kildare and Wicklow is less satisfactory as there is no 
specialist input and limited homd care cover, leading to inequity in the distribution 
and availability of specialist palliative care services in the region. Limited specialist 
palliative care services are only provided in three of the acute hospitals in the Eastern 
Health Board area. This is unsatisfactory. 

Specialist palliative care services are currently provided for those resident in the East 
Coast area by Our Lady's Hospice. This group accounted for almost a quarter of 
admissions to Our Lady's Hospice in 1996-98, a third of referrals to day care in the 
first five months of 1998 and almost a quarter of deaths in patients receiving home 
care sewices in the first four months of 1998. 

Patients are satisfied with the palliative care services but are dissatisfied with some 
aspects of general hospital care such as co~nmunication. Their psychosocial needs are 
not always being addressed. Other causes of concern include waiting lists, the 
provision of occupational therapy and physiotherapy services and the co-ordination of 
specialist services and community services. 

Service providers consider the priorities for future development of the services as the 
expansion of home care, day care and out-patient services, the provision of medium 
support beds and greater psychosocial support for patients and their families. Ongoing 
education and training was identified as essential by all service providers. A need for 
more Irish research in this field was also highlighted. 

Home care was seen to meet many of the needs of patients and was generally 
acceptable to both patients and their families. Adequate home care can reduce the 
demand on acute care beds and generally represents an efficient use of resources. 
However, waiting lists for the home care services have developed. It is essential that 
these be minimised. 

The demand for day care services is also increasing. There is no local service within 
the East Coast area and the service in the South-West area is only provided two days a 
week. Day care is valuable in that it allows patients access to specialist medical and 



paramedical services, it provides respite for carers and it can allow for early discharge 
from hospitals and hospices. 

'The findings of this study allow recommendations to be made for the iirture 
developnlent of the specialist palliative care services in the Eastern Health Board area. 



11.2 Recommendations 

The recommendations from this study for the development of the specialist palliative 
care services are now presented under the headings of key recommendations, 
recommendations for the East Coast area of the Eastern Health Board and other 
recommendations. These recommendations relate to the structure and process of the 
present services and the outcome of care. 

The high level of satisfaction with the current model of specialist palliative care 
suggests that this model does work, although some deficiencies have been 
highlighted. 

11.2.1 Key recommendations 

The priority areas for development include the provision of specialist palliative care 
services in all acute hospitals and in Kildare and WicMow and the expansion of 
currently provided services, including home care, day care and in-hospice care. This 
would help to address issues of access to and equity of the current services which 
emerged during the course of this study. 

1. In order to co-ordinate pal$ative care services, ensure best practice and 
implement the recommendations of this needs assessment, it is recommended 
that a specialist palliative care co-ordinating committee be established in each 
of the three Eastern Health Board areas. This committee would consist of 
medical, nursing and paramedical staff, general practitioners and a 
representative of the area manager. 

2. In order to assist the committee in its function, a clinical director of palliative 
care services with a defined remit should be appointed in each area. This 
director would have a role in the integration of services in the area and would 
report to the co-ordinating committee. This post should be filled by a 
Consultant in Palliative Medicine on a part time basis. 

Meetings should be held between representatives of the three areas a t  clinical 
director, senior nursing and senior multidisciplinary team level to develop 
common standards and protocols and to co-ordinate research in palliative 
care in the Eastern Health Board area. 

3. All acute hospitals in the region should have a specialist palliative care 
service with multidisciplinary personnel. The hospitals that do not have such 
a sewice at present include the Mater Hospital, the Adelaide and Meath 
incorporating the National Children's Hospital, St Columcille's Hospital, 
James Connolly Memorial Hospital, Naas Hospital and St Michael's 
Hospital. The service in St Luke's Hospital is currently unsatisfactory with 
only one consultant session per week. Sessions should also be provided, when 
requested, in maternity hospitals. 

Resource implications: This expansion of services would require the appointment 
of three new Consultants in Palliative Medicine in the Eastern Health Board - one 
on the north side o f  the city and two on the south side. In addition, a consultant is 
required to provide a service for the national centres (i.e. the National Paediatric 
Oncology Centre in Our Lady's Hospital for Sick Children in Crumlin and St 
Luke's Hospital in Rathgar). 



4. Waiting lists for home care services should he minimised and, if possible, 
eliminated. 

Resource implications: lhis  requires ihai services be developed in the Ebst Coasi 
urea of the Eastern Heullh I3oard 11 nmy also require u moderate expansion o j  
home cure slaf ' in Dublin. lniiially lhe reallocation of home care stafffrom Our 
Lady's Hospice to the Eusl C'oust urea is required lo improve eficiency. The 
expansion of' services required should then he determined following this 
reallocation. 

5. All home care services should be specialist led, including those in Kildare and 
WieWow. 

6. Palliative care day care services should be expanded to meet increased need 
and demmd. Consideration should also he given to the development of 
satellite day care sewices in Kildare and Wicklow with consultant input. 

7 .  Palliative eare out-patient services should be expanded to meet the needs of 
patients and to provide increased support for their general practitioners. 
Consultant-led out-patient sessions should be provided in each area on a 
weekly basis. 

8. There should be one point of entry to the specialist palliative care sewices 
with subsequent 'fast tracking'. Patients of the sewices should not have to be 
reassessed or  to go on waiting lists to access any other elements of the sewices 
right through to bereavement counselling for their families. 

9. Facilities for education, research and collaboration should be provided in 
each area. 

10. A minimum of fifteen extra specialist palliative eare beds are required in the 
Eastern Health Board area to meet present demand and anticipated changes 

/ in demand over the next 10 years. Medium support beds should also be 
provided in the region in order to reduce unneeessary hospital stays, 
particularly in acute specialist cancer beds. 

A specialist palliative care centre should be established in the East Coast area 
providing a comprehensive programme of home care, day care, in-hospice 
care and out-patient care. 



11.2.2 Recommendations for the East Coast area of the proposed Eastern Regional 
Health Authority 

Many of the key recommendations above apply to the East Coast area. Specific 
recommendations for the East Coast area are listed below. 

There is a need for a comprehensive specialist palliative care centre based in the 
East Coast area of the ERHA. This centre should include: 

e A home care service with specialist medical input. 

A day care service. 

A consultan&d out-patient service. 

Specialist palliative care beds. Medium support beds should also be considered. 

A facility for education, research and collaboration. 

* A facility forpsychosocial support. 

The options for the palliative care Fentre in the East Coast area are of a stand alone 
centre or one where the management structure is closely integrated with that of Our 
Lady's Hospice. The commitment'of Our Lady's Hospice to this development is 
acknowledged and the support of Our Lady's Hospice would be appreciated during 
the planning and setting up of the facility. 

The advantages of a centre in the East Coast area are listed below. 

1. A high proportion of referrals to Our Lady's Hospice in-patient, home care and 
day care services are resident in the East Coast area. Population projections 
suggest that there will be an increasing need for these services in the future. 

2. The location of such a centre in the East Coast area would improve access for 
patients and families to day care and in-patient care facilities. 

3. The local base would reduce journey times for home care nurses, allowing more 
time to be spent with patients and their families. 

4. It would also give hospice care a much higher profile in the community and might 
encourage local GPs and public health nurses to use the service more frequently 
and more appropriately. 

5. A local base would improve communication between the palliative care team and 
the community services. It would also allow closer integration with the existing 
hospital based team in St Vincent's Hospital and any future teams in St Michael's 
and St Columcille's Hospitals. 



11.2.3 Oilier recommenrlations 

'These recommendations, which are evidence based, do not all have resource 
implications. They are not listcd in order of importance. The implementation of these 
recommendations should be monitored and evaluated by the palliative care co- 
ordinating committees mentioned above. 

Planning, monitoring and evaluating 

1. All palliative care services should be monitored and evaluated in terms of 
ensuring best practice so that the type of sewice delivered is the most 
appropriate. Contingencies should be available to cope with increased 
demand for the sewices and waiting lists should be eliminated. The duration 
of patients' admissions should also be regularly reviewed to ensure 
appropriate use of specialist palliative care beds. Ongoing audit of outcome 
measures, including patient satisfaction, should be undertaken. 

2. Trends in morbidity and mortality from cancer should be monitored for the 
three areas of the new ERHA using geo-coded data from the National Cancer 
Registry so that the provision of services in the future can match the burden 
of discase. The future development of palliative care sewices in the region 
should take account of population trends. 

3. Admission policies should be reviewed regularly so that patients with non- 
malignant disease who meet agreed criteria are aecepted by the specialist 
palliative care services. 

4. Further Irish research is needed in the palliative care field. For example, 
initiatives such as the introduction of medium support beds should be 
evaluated and the adequacy pf community paramedical services for patients 
with palliative care needs should be determined. 

5. Specialist palliative care sewices should be delivered according to the new 
ERHA boundaries, as far as is possible. 

6. The palliative care services and acute hospitals should be sensitive to the 
needs of patients so that arrangements are put in place to see patients of the 
palliative care services in accident and emergency departments and out- 
patient departments a t  agreed times. The introduction of a palliative care 
sewices card for all patients of the services could facilitate this process. 

Psychosocial support 

1. Patients' and their families' emotional problems should be addressed in a co- 
ordinated manner by service providers. 

2. We recommend that psychosocial support, which is an integral part of care, 
should be provided for patients with advanced terminal discase and their 
families from the time of diagnosis onwards or where appropriate during the 
course of the illness. 

3. Complementary or supportive therapy sewices are considered by patients to 
be beneficial. These sewices should be monitored on an ongoing basis and 



protocols developed. Research should he undertaken to measure the possible 
benefits of these services. Where there is evidence of their value, they should 
be developed and integrated with existing services. 

4. Support systems for staff working in pallintive care for long periods of time 
should he put in place. 

Gcncrd support 

1. GPs should have a more active role in the provision of palliative care services. 
Formal lines of communieation between the specialist palliative care sewices 
and GPs should he established and GPs should be provided with information 
on the services available and how to access them. Protocols devised by 
Consultants in Palliative Medicine regarding patient management should be 
circulated to GPs. More training and education programmes should he 
organised in collaboration with the Irish College of General Practitioners, 
particularly in rural areas. 

2. Patients should receive maximum community support to enable them to stay 
at home for as long as possible. The value of night sitters should be measured 
and steps taken accordingly. The current provision of night nursing services 
should he reviewed. 

1. The role of the public health nurse and the home care nurse should be clearly 
defined. The Commission on Nursing could help in this task. Improved 
liaison between the public health nurse, the home care nurse and other 
specialist nurses could reduce duplication of tasks. The cancer eo-ordinating 
nurses may have a role in this area. 

2. Patients and their families identified a need for improved and sensitive 
communication between sewice providers and patients from the time of 
diagnosis onwards. This should he addressed by improving communieation 
skills training. 

3. An information booklet on the palliative care services including information 
on what to expect from the services, relevant phone numbers and information 
on entitlements and benefits, which have all been identified as important by 
patients and their families, should be produced and should be available at the 
point of service delivery. 

Information regarding the specialist palliative care services provided should 
be circulated to community and hospital doctors, nurses and nursing home 
staff so that appropriate referrals can be made. 

4. Efforts must be made to overcome any communieation difficulties that 
patients and their families may experience in accessing services when 
problems arise a t  home. 
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Appendix One Boundaries of East Coast area 

The boundaries of the East Coast arca are shown below. 

North: From the River Liffey to Britain Quay, to Ringsend Bridge, turning right into 

Ringsend road and on as far as Barrow Street, turning leR into Barrow Street and 

turning right onto Grand Canal Street Upper as far as Grand Canal bridge following 

the route of the Grand Canal to Ranelagh Bridge. 

West: Southwards down Ranelagh Road turning right at first main junction along 

Oxford Road to the junction with Charleston Road, turning right into Charleston 

Road towards the traffic light junction at Belgrave Square. Turn left into Belgrave 

Square East along Belgrave Avenue through the traffic lights into Palrnerstown Road 

down to Palmerstown Park, through Palmerstown Park to the junction with Temple 

Road, turning right and continuing down to D a m  Road turning left into Dartry 
1 Road and continuing down for approximately two hundred metres and turning right, 

down to the River Dodder then following the Dublin Corporation boundary with Dun 

Laoghaire Rathdown County Council along the River Dodder to the junction of 

Landscape Road and Dodder Park Road, and along the western edge of the Castle 

Golf Club. Southwards then, through Marley Avenue, along the western edge of 

Marley Park to Tibradden Road, continuing to Rockbrook, the Dublm mountains and 

the Wicklow mountains. 

South: Wicklow/ Wexford county boundaries 

East: The east coast1 Irish sea 

The main population centres are in the south east of the city and county and East 

Wicklow. These include south inner city, Rathmines, Ranelagh, Ringsend, 

Sandymount, Donnybrook, Dundrum, Ballinteer, Sandyford, Stillorgan, 

Leopardstown, Murphystown*, Foxrock, Cabinteely, Blackrock*, Monkstown, Dun 

Laoghaire, Dalkey, Killiney, Ballybrack, Carrickmines, Shankill, Rathmichael, Bray, 

Kilcoole, Delgany, Greystones, Wicklow and Arklow. 



Appendix Two Questionnaires 

2.1 Questionnaire for service providers 

Needs Assessment for Palliative Care- Eastern 
Health Board 

Questionnaire for Service Providers 
Note: this questionnaire is, of necessity, broad due to the wide range af service providers involved in the provision of 

Ofice use only 
s ~ C T I O N  A- OCCUPATION 

Q1 What is your occupation? 

(a) Palliative Care Consultant 
(b) Palliative Care Nurse/$ister 
(c) Occupational therapist! 
(d) Physiotherapist 
(e) NCHD- Palliative Care 
(f) Social Worker 
(g) Pastoral Care 
(h) Managed Administrator 
(i) Complementary Therapist 
(i) Volunteer 
(k) Other (Please specz5) 

42 Describe your most usual work setting 

(a) Hospice 
(b) Acute General Hospital 
(c) Day Care 
(d) Home Care Dublin 

KildareIWest Wicklow 
Wicklow 

(e) Other Hospital 
(f) Other (Please speczfi) 



SECTION B- SATISFACTION LEVELS 

Q3 Please rate your satisfaction with the following where they apply to 
your service by putting an X along this line of satisfaction indicating your 
level of satisfaction on a scale from one to ten 

I I I I I I I I I I I 
0 I 2 3 4 d\6 7 8 9 10 

Very dissatisfied Very satisfied 

e.g. this person rates their satisfaction as betweenjive and six on a scale from one to ten Ofice use only 

1. Number of staff working in your section of the palliative caree service 
(e.g. ifyou are a nurse are you satisfied with the number ofnursesproviding thepalliative care service 
or are there too many or too few) 

I I I I I I I I I I I i 
0 I 2 3 4 5 6 7 8 9 I0 

Very dissatisfied Very satisfied 

Additional comments 

2. Number of beds/places available to your service or on your ward for 
patients 

I I I I I I I I I I I 
0 I 2 3 4 i 5  6 7 8 9 10 

Very dissatisfied I Very satisfied 

Additional comments 

3. Number of bedstplaces available to patients with non-malignant disease 

I I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Additional comments 



Q3 (ctd) Please rate your satisfaction with the following where they apply 
to your service by putting an X along a line of satisfaction indicating your 
level of satisfaction on a scale from one to ten 

Ofice use only 

4. Number of bedslplaces available to patients for respite care 

0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Additional comments 

5. Communication with general practitioners regarding palliative care issues 

Very dissatisfied Very satisfied 

Additional comments 

6. Stage of disease at which you get involved in patient management 
I I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 LO 

Very dissatisfied Very satisfied 

Additional comments 

7. Level of education1 training which you received in palliative care 
I I I I I I I I I I J 
0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Additional comments 



Q3 (ctd) Please rate your satisfaction with the following where they 
apply to your service by putting an X along a line of satisfaction indicating 
your level of satisfaction on a scale from one to ten 

Office use only 

8. General job satisfaction and stress management 

Very dissatisfied Very satisfied 

Additional comments 

9. Availability of assistance and advice from colleagues when needed 

I I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Additional comments 

10. Communication with voluntary agencies (e.8 Irish Hospice Foundation, 
Irish Cancer Society) 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 
/ 

Additional comments 

SECTION C- SERVICE PROVISION 

Q4 Do you have and follow protocols for patient management? 
Y U  N U  

If yes, what do you follow protocols for? 

Q5 Do you audit your activities? YCl NIJ 
If yes, what does this audit consist of'? 



Q6 Do you have any formal complaints procedures for seeking and 
dealing with complaints relating to the palliative care services? 

Y U N U  

If yes, please give details 

Q7 What are your criteria for accepting patients for specialist 
palliative care services? 

Q8 What do you see as the role of counselling in palliative care? 

SECTION D- THE FUTURE OF PALLIATIVE CARE 

Q9 Do you feel that the present palliative care services are adequat 
in the Eastern Health Board region? 

(?//ice zrsc only 

Q6 



Q10 Can you identify areas of unmet need that need to be addressed? 

Q11 What are the priority areas in palliative care for development of your 
service in the future? 

Thank you for taking the time to corh Iete this questionnaire P 

fjce LISL' only 
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2.2 Questionnaire for general practitioners 

Needs Assessment for Palliative Care- Eastern 
Health Board 

Questionnaire for General Practitioners 
Office use only 

SECTION A- PALLIATIVE CARE IN GENERAL PRACTICE 

Q1 How many patients are you currently involved in providing palliative care services for? 

(i. e. services,forpatients whose disease is no longer responsive to curative treatment) 

aa 
Q2 (a) How many patients have you provided palliative care sewices for in the last year 

(b) What percentage of these patients were also receiving specialist palliative care services 
I (such as home care, day care or hospice respite care provided by Our Lady's Hospice, St Francis 
Hospice, Wicklow Home Care Team or Kildare/West Wicklow Home Care Team) 

aam 

SECTION B- LIAISON WITH SPECIALIST PALLIATIVE CARE SERVICES 

Q3 Please rate your satisfaction with the following by putting an X along this line indieatins 
your level of satisfaction on a scale from one to ten, or tick the box if it is not applicable to 
your practice 

1 I I I I I I I I I J 
0 1 2 3 4 5 / 6 \ 7 8 9  10 

Very dissatisfied Very satisfied 

e.g. thisperson rates their salisfaction as betweenfive andsix on the scale from one to ten 

1. Access to beds for symptom control a n o t  apphcable 

I I I I I I I I I I I 
J 

i 
0 1 2 3 4 5 6 7 8 10 

Very dissatisfied Very satisfied 

1 2. Access to beds for respite care a n o t  applicable 

I I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 LO 

Very dissatisfied Very satisfied 

3. Access to beds in crisis situations 
1 

a n o t  applicable 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

> 
i Very dissatisfied Very satisfied 



* ! 
Q3 (ctd).Please rate your satisfaction with the following by putting an X along this line . , 
indicating your level of satisfaction on a scale from one to ten, or tick the box if it is not 
applicable to your practice O@e use only " a 

I 
4. Co~nmunication with home care team regarding your patients' progress u n o t  applrcable I 

6 1 

I I I I I I I I I I I 
0 1 2 3 4 5  6 7 8 9 10 

Very dissatisfied Very satisfied 

5. Communication with in-hospice palliative care team regarding your patients a n o t  applicable 

I I I I I I I I I I 
0 

J 
1 2 3 4 5  6 7 8 9 10 

Very dissatisfied Very,safisfied 

6. Advice from palliative care teams when requested anot applicablt 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

7. Access to palliative care consultant when needed a n o r  applicablt 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

8. Overall adequacy of local specialist palliative care service 

I 
I I I I I I I I I I I 
0 1 2 3 4 5 6 7  8 9 10 

Very dissatisfied Very satisfied 

9. Support from public health nurses in the provision of palliative care services a n o t  applicabl, 

Very dissatisfied Very satisfied 

10. Health board reimbursement for palliative care services provided in GP a n o t  applicabl 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Additional comments on any of the above 



SECTION C- EDUCATION AND TRAINING 

Q4 l'lexsc specify the level of cducntion in palliative care which you have received 

(i) Undergraduate a 
(ii) Postgraduate a 
(iii) Vocational training scheme a 
(iv) ICGI' course a 
(v) Other a 

Q5 Would you like further education1 training in 

(i) S y m p t o m  control a 
(ii) Pain control a 
(iii) Paediatric palliative care a 
(iv) Bereavement counselling a 
(v) Stress management a 

Highlight other areas forfurther education in palliative care medicine 

SECTION D- THE FUTURE OF PALLIATIVE CARE 

Q6 Do you feel that the present palliative care services in the Eastern Health Board regic 

are adequate? Y D  NCI 

Q7 Can you identify areas of unmet need that need to be addressed? 

Q8 What are the priority areas in general practice for the development of palliative care 

services? 

Additional information 

(a) Are you ~ a l e a  Female 0 

(b) Is your practice in (i) Dublin a (ii) Wicklow 0 (iii) Kildare a 
(c) What year did you qualify as a doctor? 

(d) Did you complete a GP vocational training scheme? Yes a NO 

Thank you for taking the time to complete this questionnaire 
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Ofice we only 

Q4 
a 
a 
a 
a 
a 



2.3 Questionnaire for patients 

1 Needs Assessment for Palliative Care- Eastern 1 
Health Board 

Questionnaire for Patients 1 
This survey is designed to estimate the satisfaction ofpatients and their families with the palliative care services. These are the 
servicesprovided by Our Lady's Hospice, Harold's Cross and St Francis Hospice, Raheny. These services are also provided by 
Dr Kearney, Dr 0 Sioriin and Dr McQuillan and their teams in St Vincent's Hospital, St James's Hospital and Beaumont 
Hosoital. Finailv, thev are orovided bv the Wicklow Home Care Service and the Kildard West Wicklow Home Care Service. 

SECTION A-USE OF SERVICES 
Q1 Which of the palliative care services have you used? 

(i) Hospice in-patient 
(ii) Home care service 
(iii) Day hospice service 

a 
a 
a 

(iv) Acute hospital palliative care 
(i.e. St Vincent's, St James's, Beaumont Hospital) 

Q2 What age are you? (i) <20 O (iii) 65-74 O (v) 85 and over O 
(ii)21-64 O (iv) 75 -84 Cl 

4 3  Are you (a) Male O (b) Female O 

Q4 Do you live in (a) Dublin IJ (b) Kildare O (c) Wicklow O 
(d) Other O 

SECTION B-SATISFACTION WITH PALLIATIVE CARE SERVICES 

" 5  Please rate your satisfaction with the following aspects of the palliative care servic 
by putting an X along a line of satisfaction indicating your level of satisfaction on a scale 

I from zero to ten 

I I I I I I \J' I I I 
0 I 2 3 4 5 7 8 9 10 

I 

Very dissatisfied Very satisfied 
1 e g thrsperson rates hrs satrsfuctron as sur on the scalefrom one to ten 

Overall standard of care received (e.g. in-hospice, home care, day care) 

L I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

I 

Very dissatisfied Very satisfied 

Communication with staff 
I I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

pce use only 

2 1 
717 
Ja 

22 a 

23 a 

Q4 a 



Q5 (ctd) Please rate your satisfaction with the following aspects of the palliative care 
service by putting an X along a line of satisfaction indicating your level of satisfaction 
on a scale from one to ten 

I 

I I I J I I 
0 1 2 3 4 5 6 

Very dissatisfied 

I 
- 4 1 0  

Very satisfied 

(4) 'Time speut on waiting list to avail of thc various services (such as home care, day care 
or in-ho.spice lrealmenl) 

+ I I I I I I I J 
4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

( 5 )  Management of physical problems (such us pain, nauseu or hreulhlessness) 

I I I I I I 
0 I 2 3 4 5 6 

Very dissatisfied 

I 
-10 

Very satisfied 
/ 

( 6 )  Management of emotional problems (such as anxier), worry, fear) 

I I I I I I I I 1 I I 
0 I 2 3 4 5 6 7 8 9 I0  

Very dissatisfied Very satisfied 

(7) Satisfaction with other services received (i.e. occupational therapy, physiotherapy, 
social work, pastoral care, complementary therapy etc) 

L I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

(8) Co-ordination of palliative care services (i.e. linkage between staffin hospice/ hospital 
and community services such as general practitioner or public health nurse regarding your care) 

I I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 I0 

Very dissatisfied Very satisfied 

(9) Out of hours care (i.e. visits or advice received over the phoneji-om palliative care team 
afler 5pm Monday to Friday or at weekends or on Bank Holidays when needed) 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 I0  

Very dissatisfied Very satisfied 

(10) For those who are receiving home care, are you satisfied with how often the nurses call 

1 1 1 I 1 1 I 1 1 I 
0 1 2 2 4 5 6 7 8 9 I0 

Very dissatisfied Very satisfied 



Very dissatisfied Very satisfied 

- Are you satisfied with the range of day care activities available? 

I I I I I _I I I I I 
0 I 2 3 

4 S----------l 6 7 8 9 10 

Very dissatisfied Very satisfied 

Do you have any additional comments on any of the above? 

Q6 What has been the single biggest benefit of the palliative care sewices for you? 

Q7 What has been the most negative aspect of the palliative care services for you? 

Q8 What differences have the palliative care sewices made to your life? 

Q9 Can you suggest any ways in which the sewices might be improved? 

Thank you for taking the time to complete this questionnaire 

(1 1) For those who are attending day care g[/;ce use only - Are you satisfied with the number of days per week that you attend for day care? 

I I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 10 - 

~- 

- 
- 
- 
- 

( 

( 



2.4 Questionnaire for family 

Needs Assessment for Palliative Care- Eastern 1 
Health Board 

Questionnaire for Family 

This survey is designed to estimate the satisfaction of patients and their families with the palliative care 
services. These are the services provided by Our Lady's Hospice, Harold's Cross and St Francis Hospice, 
Raheny. These services are also provided by Dr Kearney, Dr O Siorain and Dr McQuillan and their teams 
i n  S t  Vincent's Hospital, St James's Hospital and Beaumont Hospital. Finally, they are provided by the 
Wicklow Home Care Team and the Kildare/West Wicklow Home Care Service. 
SECTION A- ofice use only 

Q1 What age are you? (i) <20 0 (iii) 65-74 O (v) 85 and over U 

(ii) 21-64 0 (iv) 75-84 

Q2 Are you (a) Male O (b) Female U 

~3 What is your relationship to the patient? Are you a 

(i) Daughterlson a (iv) Friendheighbour a 
(ii) Fatherlmother a (v) Husbandwife 0 
(iii) Niecelnephew a (vi) Other a 

Please speczh 

SECTION B-SATISFACTION WITH PALLIATTVE CARE SERVICES 

Q4 Please rate your satisfaction with the following aspects of the palliative care sewice 
by putting an X along a line of satisfaction indicating your level of satisfaction on a scale 
from one to ten 

I I I I I I I I I I 
0 1 2 3 4 5 / &  7 8 9 10 

Very dissatisfied Very satisfied 

e.g. thisperson rates his satisfaction ar betweenfive andsix on the scalefrom one to ten 

Overall standard of care received by the patient (e.g. in hospice/ home care/ day care) 

I I I I I I I I I I 1 
0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Communication between staff and family 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Time patient spent on waiting list to avail of the various services (day care, home care etc) 

I 1  I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 



Q4 (ctcl) I'lease rate your satisfaction with the following aspects of the palliative care servicc by ; 

putting an X along a line of satisfaction indicating your level of satisfaction on a scale from one to ten 

Ofice zrsc only 

(4) Management of physical problems of patient (e f i  pain, nuuseu or hrealh1e.r.rne.s.s) 

I I I I I I I I I I 1 
0 I 2 3 4 5 6 7 8 0 I0  

Very dissatisfied Very satisfied 

(5) Management of emotional problems of patient (e.g. anxiely, worry, ,&r) 
I I I I 
0 1 2 3 4 L - - W _ L - . J  5 0 1 0 

Very dissatisfied Very satisfied 

(6) Co-ordination of palliative care services (i.e. linkage hetween staff in hospice/ hospital 

and comnzunity services regarding care) 

L I I I I I I I I I 
0 

1 
1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

(7) General support for family/ carer (e.g practicaNjnancia1 advice) 
I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 10 

I 

Very dissatisfied Very satisfied 

(8) Out of hours care (i.e. visits or advice received over the phone fiom palliative care team 

after 5pm Monday to Friday or at weekends or on Bank Holidays when needed) 

I I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

(9) If the patient is receiving home care, are you satisfied with how often the nurses call? 

I I I I I 
0 1 2 3 4 i + 7 ~ 0  

Very dissatisfied Very satisfied 

(10)If the patient is attending day care, are you satisfied with the number of days helshe attenc 

I I I I I I I I I I I 
0 I 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfiec 

Additional comments on any of the above: 

Q5 Can you suggest any ways in which the services might be improved? 

Thank you for taking the time to complete this questionnaire 



2.5 Questionnaire for Oncologists 
- --- -- .- . ---- -- - 

~ e e d c ~ s s e s s m e n t  for Palliative Care Services- 
Eastern Health Board Region 
Questionnaire for Oncologists 

SECTION A- OCCUPATION AND TRAINING 

Q1 What is your occupation? 

(a) Consultant Medical Oncologist 
(b) Consultant Radiation Oncologist 
(c) Consultant Paediatric Oncologist 

Q2 Describe your most usual work setting 

(a) Acute General Hospital 
(b) Paediatric Hospital 

I (c) Other Specialist Hospital 

43 Do you have access to an on-site specialist palliative care service in your most usual 
workplace 

YCJ N a  

If yes, describe the staffing composition of this service 

If no, do you think that such a service should be provided in your workplace? 

Y O  N O  

Additional comments 

Q4 What are your main reasons for referring patients to specialist palliative care servicc 

Q5 (a) Have you received education1 training in palliative care? 

Y O  N O  

(b) If yes, please specify level of education 

(i) Undergraduate 0 (iii) Other a 
(ii) Postgraduate a Please specify 



SECTION B- SATISFACTION LEVELS q 
i ~ ,  

Q6 Please rate your satisfaction with the following where they apply to your service by putting an 
X along this line of satisfaction indicating your level of satisfaction on a scale from one to ten Ti. 

I I I I I h/ I I I I I i ,l 
0 I 2 3 4 5 ,A, 6 7 8 9 10 

Very dissatisfied Very satisfied C. 

t:J L... 
e.g. this person rates their satisfaction as between five and six on the scale from zero to ten ,t -2 

1. Availability of on-site specialist palliative care services for your patients when needed 

I I I I I I I I I I I 
0 1 1 3  4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Additional comments 

2. Quality of specialist palliative care services provided (e.g. length of time patients wait 
to be seen, management of problems, follow-up of patients etc) 

I I I I I I I 1 I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Additional comments 

3. Level of communication1 liaison between specialist palliative care services and your 
service 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

Additional comments 

4. Access to specialist palliative care beds/ places for your patients on discharge when 
needed (e.g. hospice beds, home care places) 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 LO 

Very dissatisfied Very satisfied 

Additional comments 

OfJice use only 



Q6 (ctd) Please rate your satisfaction with the following where they apply to your service by 
putt ing an X along a line of satisfaction indicating your level of satisfaction on a scale from one to ten 

Office rrse only 

5. Provision of specialist palliative care scrvices for patients with non-malignant disease 

I I I I I 
0 I 2 3 4 5 6 10 

Very dissatisfied Vcry satisfied 

Additional comments 

6. Counselling/ bereavement services available to your patients with palliative care 
needs and their families 

I I I 
0 + i  3 4 5 6 I-0 

Very dissatisfied Very satisfied 

Additional comments 

SECTION C- THE FUTURE OF PALLIATIVE CARE 

Q7 Do you feel that the present palliative care services are adequate in the Eastern 
Health Board region? 

Q8 Can you identify areas of unmet need that need to be addressed? 

Q9 What are the priority areas in your specialty for  the development of palliative care 

sewices in the future? 

Thank you for taking the time to complete this questionnaire 



2.6 Questionnaire for public health nurses 

Needs Assessment for Palliative Care- Eastern 1 
Health Board 

Questionnaire for Public Health Nurses 

SECTION A- CURRENT PALLIATIVE CARE SERVICES 

Q1 Please rate your satisfaction with the following by putting an X along this line of satisfaction 
indicating your level of satisfaction on a scale from one to ten 

I I I I I I \ /  I I I I I 
0 I 2 3 4 5 6 7 8 9 10 

, Very dissatisfied Very satisfied 

e.g. this person rates their satisfaction as between 5 sod  six on the scale from one to ten O@ce use only 

1. Communication with hospice home care team/ progress reports on patients 

I I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 1 10 

Very dissatisfied Very satisfied 

2. Communication with in-hospice or hospital palliative care teams/ progress reports on patients 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

3. Communication with general practitioners regarding palliative care issues 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 
I 

4. Availability of assistance and advice from colleagues when needed 

Very dissatisfied Very satisfied 

; 5. Overall adequacy of local specialist palliative care services (i.e. home carel day care and in- 
patient hospice care provided by Our Lady's Hospice, Harold's Cross and acute hospital service 
provided by team in St Vincent's Hospital, Elm Park) 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 

6. Provision of ancillary services in the community for those with palliative care needs 
(e.g. physiotherapy, occupational therapy, social work etc) 

I I I I I I I I I I I 
0 1 2 3 4 5 6 7 8 9 10 

Very dissatisfied Very satisfied 



" ,  

Ql (ctd) Please rate your satisfaction with the following by putting an X along this line of 
satisfaction indicating your level of satisfaction on a scale from one to ten Office use unly 

7. Availability of equipment for those with palliative care needs (e.g. syringe drivers etc.) 

I I I I I I I I I I 
0 I 2 3 4 5 6 7 R 9 10 

J 

Very dissatisfied Very satisfied 

8. Local provision of night nursing services for those with palliative care needs 

I I I I I I I 1 I I 
0 I 2 3 4 5 6 7 8 9 

I 
10 

Very dissatisfied Very satisfied 

SECTION C- EDUCATION AND TRAINING 

Q2 (a) Have you received education1 training in palliative care? 

~a N D  
(b) If yes, please specify level of education 

Q3 Would yon like further education in 

(i) Symptom control a 
(ii) Pain control a 
(iii) Paediatric palliative care a 
(iv) Counselling a 
(v) Stress management a 

Highlight other areas for further education in palliative pare medicine 

SECTION D- THE FUTURE OF PALLIATIVE CARE 

Q10 Do you feel that the present palliative care services in the Eastern 

Health Board region are adequate? 



Q11 Can you identify areas of unmet need that need to be addressed? 

Q12 What are the priority areas in public health nursing for the development of 

community palliative care services? 

Thunk you for inking the time to complete this questionnaire 




