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Secfian 1 
INTRODUCTION 
The importance of optimal care of patients 
in the terminal stages of illness has 
become increasingly recognised over 
recent times. 

Palliative care focuses on the quality rather 
than the quantity of life of the patient and 
family in the latter stages of an illness. 

The National Health Strategy document 
'Shaping a healthier future - a strategy for 
effective health care in the 1990s'' 
acknodedges the importance of palliative 
care services and advocates that the 
development of the services should be 
promoted in a structured manner. Palliative 
care services are provided through a 
variety of statutory and voluntary agencies. 

Unlike many clinical conditions, this 
definition does not relate to any specific 
site or pathology of disease. Both cure and 
remission are no longer realistic goals. No 
specific time limit is stated, but life 
expectancy is generally a matter of some 3 
months or less. Chronic, non-life- 
threatening conditions are excluded. The 
definition affirms the positive ethos of 
palliative care, namely concern with the 
quality of living rather than the quality of 
dying. 

M i l e  palliative care is offen equated 
exclusively with cancer, the term also 
includes non-malignant conditions - eg it 
also encompasses multiple sclerosis, 
motor neurone disease, end-stage cardiac, 
renal, neurological or respiratory disease - 
which may be associated with extremely 
distressing symptoms which can be greatly 
alleviated by modern palliative care. 

This report outlines the present provision of 
palliative care services in the Eastern 
Health Board region, and identifies, from 
the community care perspective, aspects 
of the service that should be considered for 
priority development. 

THE SCOPE OF PALLIATIVE 
CARE 
DEFINITION 
The World Health Organisation and the 
European Commission, among other 
bodies, have broadly similar, but non- 
identical definitions of the term palliative 
care 2.3. AS a working concept, this report 
refers to palliative care as 'the 
management approach adopted once 
cure or remission are unrealistic and the 
disease has become life threatening and 
distressfully symptomatic. The first 
priority is to gain and maintain excellent 
symptom control, and attention is 
focused on the quality of life for the 
patient and family during the remaining 
period'. 

CURE VERSUS PALLIATIVE CARE 
There is debate as to when curative care 
shades into palliative care, particularly with 
continuing advances in oncology and life 
supporting interventions. The WHO 
definition of palliative care suggests that it 
can apply from the moment of diagnosis of 
a potentially fatal illness, and that it should 
be an integral part of cancer care, as 
palliative treatment and care is the only 
realistic option from the time of diagnosis 
for approximately half of all patients with 
cancer2. 

Curative and palliative care are not 
mutually exclusive. Palliative care does not 
mean a cessation of treatment. 
Radiotherapy, hormone therapy, surgery 
and chemotherapy all have a place in 
palliative care; they are used, however, in 
such a way as to provide symptomatic 
relief" Investigations are kept to a 
minimum. 



The special skills and knowledge base that 
form the foundation of effective palliative 
care focus on the quality of remaining life 
of the patient and the support of the family 
and friends, encompassing their complex 
physical, emotional, social and spiritual 
needss. 

In essence, the primary aim of palliative 
care is to reduce suffering caused by the 
illness to a minimum. Its secondary aim is 
to assist the patient and family to regain 
control over the quality of their lives in the 
remaining period of life. 

ELEMENTS OF PALLIATIVE CARE 
The lrish Association for Palliative Care 
describes the elements of palliative care as 
follows6: 

- Provides relief for patients from pain and 
other distressing symptoms. 
- Integrates psychological, social and 
spiritual aspects of care so that patients 
may come to terms with their own death as 
fully and constructively as they can. 
- Gffers a support system to help the 
patients live as actively and creatively as 
possible until death. 
- Offers a support system to help families 
cope during the patient's illness and in 
bereavement. 

The importance of bereavement services 
and aflercare is widely recognised7.a. The 
lrish College of General Practitioners 
(ICGP) recommends a clearly defined and 
planned post bereavement visiting 
programme in the year following a patient's 
death'. 

HISTORY OF PALLIATIVE 
CARE IN IRELAND 
lreland has long tradition in palliative careg. 
In the late 19th century the lrish Sisters of 
Charity opened two hospices in lreland 
(one in Dublin and the other in Cork) to 

meet the special needs of the terminally ill; 
at that time patients with tuberculosis 
formed the majority of their admissions. 
They subsequently opened St. Joseph's 
Hospice in Hackney, at the turn of the 
century, where pioneering work took place 
establishing the value of regularly- 
administered morphine as the cornerstone 
of cancer pain contol. In 1967 St. 
Christopher's Hospice in south London 
was opened which heralded the start of a 
rapid period of development of this area of 
care known as the "Hospice Movement". 
In the last fifleen years hospice care, or as 
it has come to be called, palliative care, 
has gone through a time of renaissance in 
lreland stimulated by the developments 
both here and abroad, and growing public 
and professional interest. Services have 
expanded considerably in lreland over that 
time. 

From the late 1980s, the syringe driver 
became available. It is a battery operated 
drug delivery system allowing precisely 
metered and continual infusion either at the 
bedside or for ambulatory use by means of 
a shoulder or belt holster, whether in 
hospital or at home. It has been of great 
benefit in the control of many of the severe 
symptoms from terminal disease eg pain. 

UMBRELLA ORGA NISATIONS 
SUPPORTING PALLIATIVE CARE 
SERVICES 
1)THE IRISH CANCER SOCIETY(1CS): 
The ICS is a voluntary organisation which 
was set up in 1963. The Society engages 
in many activities in relation to cancer, 
including fund raising, the support of 
research, health promotion, staff training 
and the funding of staff. 

2)THE IRISH HOSPICE FOUNDATION: 
The Foundafion was formed in 1986 by an 
independent group which identified a 
number of needs in the field of hospice 



care. It is a voluntary support organisation. 
The objectives of the IHF include: to 

Section 2 
facilitate the practice of hospice care in all MODELS OF PALLIATIVE 
its aspects,' including home care; to 
disseminate information about hospice 

CARE 
The delivery of palliative care can take 

care; and to conduct research into hospice place in a number of different ways; 
care. depending on their needs, patients may 

benefit from one or a combination of these 
services at different stages of their illness. 

1)SERVICES IN THE COMMUNIW 
A) PRIMARY CARE TEAM 
Home visiting by the general practitioner 
(GP) and public health nurse (PHN) forms 
the majority of care of terminally ill patients 
in the community, especially for those wfio 
wish to remain at h ~ m e ~ . ~ .  Optimum 
palliative care, especially for the complex 
or very symptomatic case, can involve a 
team approach - the GP, PHN, community 
occupational therapist and community 
physiotherapist, in collaboration with the 
home care team. Some GPs, however, 
manage the palliative care oitheir patients 
independently along with the PHN. The 
advent of the syringe pump permitting 
greater symptom control and increasing 
expertise among primary health care 
professionals has assisted this process. 

Unless a doctor or nurse is seeing a 
relatively large number of terminally ill 
patients per year, helshe is less likely to 
achieve and sustain a high level of skill in 
dealing with complex symptomatology, and 
access to a specialist palliative care 
service is therefore essential in many 
cases jO. 

5) HOME CARE TEAM(HCTJ 
The team may consist of a specially trained 
palliative care nurse (PCN) alone, or with a 
doctor trained in palliative care medicine. 
The team offers a domiciliary service of 
palliative care, advice and support to 
patients, their families and to the GP and 
PHN. Their specialist input complements 
the skills and resources of the GP and 



PHN thus helping families to care for the 
patient at home for as long as possible. 
Patients are referred to the HCT by the GP 
or hospital doctor and the patient always 
remains the clinical responsibility of the 
GP. 

2) INPATIENT HOSPICE UNlT 
An in-patient, stand alone, hospice unit 
offers specialist palliative care for patients 
and their families. It has a high ratio of 
nursing staff to patients. Beds are used for 
both terminal and respite care. The unit 
may also offer bereavement counselling 
and day care. Examples include Our 
Lady's Hospice, Harolds Cross & the 
Drogheda Memorial Hospital, Kildare. 

3) PALLIATIVE CARE SERVICE 
WITHIN A GENERAL HOSPITAL 
This service is provided by specialist staff 
who offer palliative care, advice and 
support to patients, families and health 
professionals throughout the hospital 
departments. This service aims to 
complement and supplement the skills and 
resources of the existing hospital care 
team. St Vincent's Hospital, Elm Park, 
Dublin is the only hospital within the 
Eastern Health Board with this service at 
present. 

5) PALLIATIVE DAY CARE CENTRE 
A palliative day care centre is a day care 
facility for patients who are terminally ill. 
Such patients may be referred from an in- 
patient or home care setting. Those living 
alone and those who are unable to get out 
on their own oflen benefit by attending 
such a centre two or three times a week. 
In addition, day care may alleviate the 
demands made on patients' families by 
home care. A carefully planned 
programme of activities under the 
supervision of staff with specialist training 
in palliative care may occur. Such centres 
are present in Our Lady's Hospice, Harolds 
Cross and St Francis' Hospice, Raheny. 

6) PALLIATIVE CARE UNlT IN A 
HOSPITAL 
Some hospitals have designated a 
particular wardlunit as having special 
responsibility for patients whose illness 
cannot be cured. Such units aim to offer 
continuity of care and active symptom 
control by staff with special expertise in 
palliative care, in a setting suited to the 
needs of those for whom further curative 
treatment is inappropriate. No such unit 
operates within the Eastern Health Board 
region. 

4) PALLIATIVE CARE SUPPORT 
BEDS 
A growing number of hospitals are 
providing beds for patients with terminal 
illness. These beds are also available to 
provide backup to the primary health care 
team for patients who require respite 
admission or terminal care. A distinction is 
drawn between this type of arrangement 
and the specialised palliative care unit 
within a hospital. In County W~cklow, a 
single bedded room is set aside in 
Rathdrum Hospital and in Baltinglass 
District Hospital, and a special bed can be 
made available in Wicklow County 
Hospital. 



Section 3 
EP~DEM~OLOG~CAL 
BACKGROUND 
A GP with an average list size in Ireland 
currently will care for 6-9 terminally ill 
patients per year. Two thirds will be dying 
from cancer and the remainder from 
respiratory failure, cardiac failure, chronic 
neurological disease or AIDS8. 

In areas with an older demographic profile 
these figures are likely to be higher. With 
the change in the demographic profile of 
the Republic of lreland, with increased life 
expectancy and expansion in the number 
of elderly, all practices will likely see an 
increase in the number of terminally ill. 

The WHO2 predict an increase in the 
numbers of people dying from cancer - 
between 1980 and the year 2000 there is 
likely to be an increase of 20% in males 
and 12% in females. Another estimate 
predicts an ever larger increase of up to 
30% by the year 2,000". 

In Ireland, death rates t o m  cancer are 
above the average of the European Union, 
and have risen slightly in recent yearsfz. 
Approximately 9,000 deaths occur each 
year in the Eastern Health Board region, of 
which some 2500 are t o m  cancer~z. 

PLACE OF DEATH: 
VIEWS OF PATIENTS & FAMILIES 
& IMPLICATIONS FOR SERVICES 
It has been estimated that 81% of people 
spend most of their last year in their own 
home, 50% die in acute hospital beds and 
only 14% of cancer deaths occur in 
hospice bedsf3. Population surveys, 
however, show that the majority of people 
would prefer to die at home or remain there 
for as long as possible '4.15. 

An Irish study of the needs of cancer 
patients and their relativest6 showed that 

while there was overall satisfaction with 
hospital care the majority of patients 
preferred to be nursed at home and the 
families were willing to do so. 

A prospective study of patients and families 
bv auestionnaire interviews in the oatients' 
hbm'es in   on don examined batients' 
wishes regarding place of death and the 
subsequent place of deatht7. Of those who 
died in hospital, 63% had stated a last 
preference to die elsewhere and 82% 
would ideally have preferred to die 
elsewhere. Half of the patients would have 
preferred to be at home, and 28% of carers 
of those dying in hospital also wished for 
them to be at home. It was assessed that 
nearly two thirds of the patents in hospital 
for the last admission did not need 24 hour 
care but could have been looked afler 
adequately with the support of visits from 
the continuing care and district nursing 
services, short term use of equipment such 
as a pressure relieving mattress when 
needed, and some home care support. 

In London, a survey was carried out of 
general practitioners, hospital consultants 
and community nurses who had cared for a 
random sample of people dying in 1987f3. 
All three groups wanted more people to be 
looked afler in their homes rather than in 
hospital, if adequate care could be 
arranged at home. 

The Subcommittee on Palliative Care of the 
Europe against Cancer programme 
reminds us that the dedication of carers 
should not be taken for granted; for a 
terminally ill patient to remain at home 
demands a huge commitment on the part 
of other family member@. The patient's 
illness creafes new burdens for the carers, 
both financial and emotional, and 
considerably limits their freedom. An 
adequate home nursing service, including 
night nursing, is important if patients are to 
be enabled to die where they wish. 



EVALUATION OF PALLlATlVE 
CARE 
The randomised trial is the accepted best 
method for evaluating alternatives in health 
care provision's. In the specific context of 
palliative care its main advantage is the 
ability to eliminate potential selection bias. 
However evaluations of palliative care are 
hampered by attrition due to early death, 
opposition to randomisation by patients 
and referral sources, ethical problems 
raised by randomisation of dying patients, 
the appropriate timing of comparison points 
and difficulties of collecting data from sick 
or exhausted patients or their relativefg. 

In order to ensure the provision of a high 
quality service to the patient and the family 
ongoing monitoring (audit) of the palliative 
care service is essential. Higginson, 
Butters, Murphy et al have developed a 
microcomputer database which will 
facilitate routine collection of patient data 
on the process and outcome of care which 
can be necessary for auditz0. In 
conjunction with the Irish Cancer Society, 
this group have developed the Palliative 
Care Management System (PCMS) which 
incorporates the support team assessment 
schedule (STAS), a validated measure of 
palliative care. This system is currently 
being piloted in the hospices at Harolds 
Cross and Raheny in the evaluation of 
inpatient hospice and home care team 
services. Data is recorded on the 
diagnosis, symptom control, quality of life 
and care inputs. The data are being 
analysed in the United Kingdom and are 
not yet available. The questions on patient 
well-being are answered by the palliative 
care providers themselves. 

Section 4 
EDUCATION & TRAINING OF 
HEALTH PROFESSIONALS 

BACKGROUND 
The WHO2 states that professional health 
care workers lack education in palliative 
care, and that education is a priority for 
ensuring the effective implementation of a 
palliative care programme. It is felt that 
education of professionals should begin in 
early undergraduate years, and that 
ongoing postgraduate education and 
update is essentialzf. 

In 1984 a survey of GPs in London found 
that 32% frequently had problems in 
controlling pain in terminally ill patients, 
and 45% frequently had difficulties in 
coping with the emotional distress of 
patients or relatives. Training in symptom 
control and communication skills were 
sought by up to 50% of the GPs*. In 
another study in the UK pain control was 
seen to be the patients' greatest need and 
the GPs greatest need was in ongoing 
educationz3. 

Palliative care training may encompass the 
following: the philosophy of palliative care; 
hospice and home care; the assessment 
and planning of care; patient and family 
psychological reactions; enhancement of 
human relationship skills; the clinical 
manifestations of terminal illness; the 
control of symptoms (pain, respiratory and 
abdominal discomfort, confusion etc); the 
use of the syringe driver; the support of 
patient and family; the utilisation of 
voluntary and statutory services available 
to the patient and family; communication 
and teaching skills; spirituality; 
bereavement; the teaching of patient, 
family and professional carers; the critical 
evaluation of the contribution of the 
palliative care nurse to the total care of 
patient and family; the ethical and legal 



aspects of care; and appreciation and 
application of research. 

OUTLINE OF TRAINING 
OPPORTUNITIES WITHIN THE 
EASTERN HEALTH BOARD AREA 

1) TRAINING PROVIDED BY OUR 
LADY'S HOSPICE, HAROLDS CROSS 
Our Lady's Hospice has a major input into 
training in palliative care, both locally and 
nationally. 

a) PALLIATIVE CARE COURSE 
This is an 8 week course for post 
registration nurses, which takes place at 
the Education Unit of the Hospice, and was 
first started in 1987. There are 8 places on 
each course which is run 3 times yearly. 
There is a 2-3 year waiting list. Candidates 
are selected following an interview. 

The course trainers include course tutors, 
the Director of Nursing, a Consultant in 
Palliative Care, a Medical Director of the 
Home Care Team, the hospice chaplain, 
social worker, occupational therapist, and a 
clinical psychologist. 

To date, approximately 175 nurses have 
attended this course, many of whom are 
now in full time palliative care. 

b) ONE WEEK COURSE 
The essential clinical and theoretical 
aspects of palliative care are covered in 
these courses which are run for different 
professional groups. Up to 30 participants 
may attend. 

C) ONE - JWO DAY COURSES 
A number of such courses are held 
annually, and are open to many 
professional groups. Approximately 60-80 
people attend each course. Topics include 
the management of constipation, quality of 
life assessment, ethical issues including 
living wills, loss in the context of personal 

spirituality and update on the management 
of motor neurone disease. These 
programmes may be carried out in 
association with other organisations. 

d) MEDICAL COURSE 
A 4 week course in palliative care 
accommodating 6 doctors is run annually. 
The majority of doctors are GPs from 
single handed practices outside the Dublin 
area. 

e) INFORMAL MEDICAL ATTACHMENTS 
The Medical Director has facilitated one 
week clinical attachments, and Dublin 
based GPs avail of the opportunity 
regularly. 

2) TRAINING PROVIDED BY THE IRISH 
CANCER SOCIETY (ICS) 
The ICS has been involved in running 
many staff training courses, including the 
following: 

a) SHORT COURSE IN PALLIATIVE 
CARE 
The ICS previously funded a tutor to visit in 
rotation each major Dublin hospital for one 
daylmonth for 5 months. The course is 
open to all general nurses. In 1995, the 
course will be run at one venue (St Lukes 
Hospital), and 30 places will be available. 

b) PALLIATIVE CARE NURSE UPDATE 
The ICS have provided the resources for 
the palliative care nurses from the HCTs 
and hospitals to come together for 2 days, 
usually at a weekend. Palliative care nurse 
tutors I specialist in palliative care provide 
an update on palliative care, together with 
an opportunity for the staff to network. 

c) ONCOLOGY NURSE DEVELOPMENT 
COURSE 
This is a 5 day course for hospital nurse 
tutors. An update for paediatric staff is 
planned for 1995. European Union funds 
contribute to the course costs. 



d) PHN BRIEFING SESSIONS 
2 day workshop type courses for PHNs 
were held from 1990-94 in conjunction with 
the Health Boards which supplied the 
facilities, providing an opportunity for all 
PHNs nationally to attend. Developments 
and standards of good practice in palliative 
care were discussed, together with a 
discussion on the available services. The 
ICS is planning an oncology update for 
1995. The sessions are led by oncology 
nurse tutors, senior palliative care nurses, 
or a consultant in palliahe care. 

e) DIPLOMA IN ONCOLOGY IN UCD 
The ICS used to fund the salary of a nurse 
tutor for the one year course. The course 
has been modified to become a 2 year 
modular course. The nurse tutor fee 
continues to be funded by the ICS. 
Approximately 15-25 nurses attend, with 
the general intention of specialising in 
oncology nursing. 

3) TRAINING FACILITATED BY THE 
IRISH HOSPICE FOUNDATION (IHF) 
The IHF financed the construction of the 
Marion Unit at Our Lady's Unit, Harolds 
Cross and this centre provides training for 
large numbers of nurses and doctors from 
all over lreland. 

A bereavement counselling training service 
for volunteers is based at the Marion Unit. 
72 volunteers nationwide have been 
trained. The service also runs a series of 2- 
day bereavement workshops. 

4)UNDERGRADUATE PROFESSIONAL 
TRAINING 
(a) MEDICAL: 
In University College Dublin, there is a 
structured series of four lectures to medical 
students given by a consultant in palliative 
care medicine. Some medical students at 
St Encents Hospital have a clinical 
attachment to Our Lady's Hospice, 
Harolds Cross. 

Trinity College and the Royal College of 
Surgeons in Ireland (RCSI) have no formal 
lectures in palliative care, but include the 
topic under psychology or psychiatry. 
Students on the general practice 
attachment from Trinity College do have an 
input from the Director of the Home Care 
Team, Our Lady's Hospice, Harolds Cross. 
A GP with a special interest in palliative 
care teaches RCSI students during their 
clinical attachment in Beaumont Hospital. 

b) NURSING 
All nurses have a module of palliative care 
training included in their basic curriculum. 

c) SPEECH & LANGUAGE THERAPY 
Palliative care is addressed in the speech 
& language therapy undergraduate 
curriculum. 

d) PHYSIOTHERAPY 
Pain control is covered in depth in the 
physiotherapy undergraduate curriculum. 
Loss and grief are included in a special 
module. The final year students have a 
lecture from the home care team 
physiotherapist from the hospice home 
care team at Harolds Cross. 

e) OCCUPATIONAL THERAPY 
The undergraduate curriculum includes 
bereavement support and the practical 
treatment of pafients in the terminal stages 
of illness, and receive a lecture from staff 
from Our Lady's Hospice, Harolds Cross. 

5)POSTGRADUATE PROFESSIONAL 
TRAINING 
a)OUR LADY'S HOSPICE/IHWICS 
As outlined above, Our Lady's Hospice, 
Harolds Cross, the lrish Cancer Society, 
and the Irish Hospice Foundation make 
significant contibutions to post-graduate 
education. 

b) GP VOCATIONAL TRAINING SCHEME 
The Eastern Health Board funds both the 
Dublin Regional and Royal College of 

. . 



Surgeons based training schemes in 
General Practice, which have an annual 
intake of ten and four trainees respectively. 
The principles of palliative care are taught 
in all components of these three-year 
schemes. Palliative care is specifically 
addressed in the weekly work-shops, with 
sessions on symptom control, pain relief, 
teamwork, bereavement counselling, 
breaking bad news, caring for carers etc. 
In addition the Dublin Regional Scheme 
dedicates a three month training post in 
palliative care, based in Our Lady's 
Hospice in Harolds Cross, for two trainees 
each year. 

The Irish College of General Practitioners 
have run two courses on palliative care, 
which were funded by the Eastern Health 
Board GP Unit. 35 GPs attended the 1994 
seminar which was aimed at GPs in South 
East Dublin, and 20 attended the 1995 
meeting in St James Hospital, to which all 
GPs were invited. There is no ICGP run 
bereavement training specifically (See 
Recommendation 2e). 

c) PUBLIC HEALTH NURSES 
The Diploma in Public Health Nursing run 
by University College Dublin is a one year 
full-time course; training in palliative care 
forms a significant part of this course. 

Palliative care is not currently included in 
the PHN refresher courses (see 
Recomendation 2a). 

Three PHNs in the Eastern Health Board 
have attended the 8 week palliative care 
course at Harolds Cross. Approx,imately 22 
PHNs have attended a one week course in 
bereavement support, the majority in their 
own h e .  The PHNs in Community Care 
Areas 6,7,8, and 9 have been familiarised 
with the use of the syringe driver by the 
home care teams operating in those areas. 
In County Kildare, training consisted of 
approximately 1 hour of theory from one of 
the palliative care nurses, afler which she 

assisted each PHN on the first few 
occasions that she had a patient using a 
syringe driver. 

In one community care area, a PHN has a 
Diploma in Oncology, and provides a part 
time advice and support service to her 
colleagues, bereavement I illness 
counselling for patients with cancer AIDS 
or other terminal illness, and their families, 
and liaison with GPs, the pharmacists and 
the home care team. She provides hands- 
on nursing when necessary. She had 90 
clients on her books in 1994. 



Section 5 
REVIEW OF EXISTING 
PALLIATIVE CARE SERVICES 
IN THE EASTERN HEALTH 
BOARD AREA 
The task group met with members of a 
number of the palliative care services. The 
background and role of each service were 
explored. 

COMMUNITY & HOSPICE 
PALLIATIVE CARE SERVICES 
Table 1 summarises the key features of 
community palliative care services 
provided from the hospices at Harolds 
Cross, Raheny, in County Kildare and the 
home care teams in County Wlcklow. 

Figure 1. Catchment areas of the home 
care teams 

Our Lady's 
Hospice, St Francis' 
Harolds Cross Hospice, 

St Brigid's \ Raheny 

Home Care 

HCT NE Wicklo w 
SE Wicklow 

(a) OUR LADY'S HOSPICE, HAROLDS 
CROSS - CARlTASPALLlATlVE CARE 
SERVICE 
Our Lady's Hospice, Harolds Cross, has a 
long history of providing hospice care, 
domiciliary palliative care, respite care and 
educational training for all professional 
groups with a strong research base. In 
1993, a purpose-built palliative care unit, 
Caritas, was opened, replacing two wards 
in the original Hospice. The well designed 
and staffed unit contains a day care centre, 
a home care administrafion centre and two 
separate wards with accommodation for 36 
beds. The Hospice is managed by the Irish 
Sisters of Charity. The catchment area of 
the hospice unit includes all Dublin County, 
with many referrals from Counties Wlcklow 
and Kildare and further afield. M e n  the 
hospice unit opens at St Francis' Raheny it 
is expected to take some pressure off the 
current demand for admissions for terminal 
and respite care. As shown in Figure I, the 
home care team covers all of South County 
Dublin to the Wlcklow border, and an area 
of west Dublin just north of the Liffey. 

Following referral from a GP, hospital team, 
PHN or family, the GP is first contacted. 
The team interviews the family first, i f  
possible, and a doctor on the home care 
team, either the Director or registrar, 
carries out a home assessment. Delays of 
up to 2 weeks or longer can occur prior to 
this assessment. The case is then 
discussed at the weekly multidisciplinary 
team meeting, and follow-up by the HCT, 
or hospice respite or admission are 
planned. Ongoing liaison then occurs with 
the GP, PHN and other relevant services. 

The PCNs work in pairs to form a HCT, 
each responsible for a defined 
geographical section of the catchment 
area. At present there i s  a separate AlDS 
HCT, which provides services to all County 
Dublin. In the future, patients with cancer, 
AlDS or other diagnoses are likely to cared 
for by the same team. 



TABLE t R N I E W  OF EX7STlNG PALLIATIVE CARE SERVICES IN THE EASTERN 
HEALTH BOARD AREA 
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Patients in receipt of HCT support can also 
avail of the day centre, which is available 
two days per week. 

(b) ST FRANCIS' HOSPICE, RAHENY 
To serve the population of north Dublin, a 
modern, purpose built hospice complex 
has been under development in Raheny 
over recent years. In 1989 the St Francis' 
Hospice Home Care Service was initiated. 
Initially the service operated from 
temporary accommodation in the Capuchin 
Friary in Raheny. In 1993 a very fine and 
purpose built Home Care and Day Centre 
was completed on a site generously 
donated by the Capuchin Fathers. A 19 
bed in-patient unit is due to open later in 
1995. 

The service is primarily funded by the lrish 
Hospice Foundation, with the Eastern 
Health Board through the National Lottery, 
and the lrish Cancer Society also providing 
support. The Hospice is now an 
independent corporate entity, with its own 
board of directors. 

The facilities are contained in a modern, 
purpose built cenb-e. The home care 
teams, first set up in 1989, are led by a 
medical director and a nursing coordinator. 
The catchment of the HCTs cover an area 
of north Dublin approximately 7 miles from 
the Raheny location, as far as Cabra, 
Finglas and Swords. The areas further 
north and west of this line are not included 
(See Recomendation la). 

Referrals from GPs, hospital teams, PHNs 
or the family are prioritised each morning. 
Following liaison with both the GP and 
PHN, the patient is medically assessed 
within 2 days3 weeks depending on the 
degree of urgency. Following a case 
review by the team, the HCT will visit within 
1-2 days. Detailed case reviews take place 
at a weekly team meeting. 

The catchment area of the day care centre, 
open two days per week, includes all north 
Dublin. Transport is provided by a pool of 
volunteer drivers and the Eastern Health 
Board. 

(c) ST BRIGID'S HOSPlCE & HOME 
CARE SERVICE, KILDARE 
The four bedded hospice unit is sited in 
part of the 96 year old Drogheda Memorial 
Hospital on the Curragh, which primarily 
functions as a welfare home. The 
catchment area of the hospice includes all 
of County Kildare, and west County 
Ncklow. However, few referrals come 
from Ncklow. 

A comprehensive and continually 
developing service is provided. The 
palliative care team is based in the 
Hospice Unit, and consists of one halflime 
and two fulltime palliative care nurses, a 
bereavement counsellor and visiting 
chaplains. For the last 5 years, the part 
time medical director is a GP trained in 
palliative care medicine. Ndow and 
widower support groups, and a volunteer 
training programme in bereavement 
support are currently been set up by a part 
time psychologist who is a member of the 
palliative care team. 

Following a trial period of direct and rapid 
GP access to the Unit, admissions are now 
decided at a weekly team meeting on a 
priority basis to the Hospice Unit. 
Domiciliary assessments made by the 
PCN, not the Medical Director. 

The home care team assesses patients 
within days of referral, after liaison with the 
GP and PHN. Team meetings to review 
cases and support staff are held every 
Tuesday. The HCTs provide a 5 day 
service, with an on-call rota of PCNs for 
one hour at the weekends which is 
available to PHNs on duty, GPs and 
nursing homes. A mobile phone is used for 
this purpose. 



M i l e  the average length of time from 
referral to date of death is 58 days, 
occasionally referrals may be made at a 
relatively late stage. Few referrals are 
received from Naas Hospital. The HCTs 
have trained all the PHNs in the use of the 
syringe driver. In 1994,48 patients were on 
syringe drivers at home. The HCTs visit the 
local nursing homes. 

The PHN service is closely integrated with 
the hospice. In rotation, a PHN with an 
interest in palliative care joins the team for 
about 6 months, either part or full time. The 
community work of the PHN post is 
undertaken by a replacement RGN. 

A vigorous voluntary group, the Friends of 
the Hospice, raise funds locally to assist in 
the development of services, and can be 
used to provide a night nursing service 
additional to that provided by the Irish 
Cancer Society. 

The palliative care team intends to extend 
the range of services to AIDS and chronic 
neurological disorders etc. 

(d) PALLIATIVE CARE SERVICES IN 
COUNN WICKLOW 
A home care team, consisting of one 
palliative care nurse (PCN) based in the 
Bray health centre, has operated since 
1992 in the north east of the county, and 
another team, again consisting of one 
palliative care nurse, has operated since 
1994 in the south east area of the county, 
based in the Mcklow health centre. The 
PCNs have undergone palliative care 
training, with extensive experience in 
hospice and home care. Both PCNs report 
to the Superintendent Public Health Nurse. 

The PCN liaises directly with the patient's 
GP who remains in overall management,as 
well as with the PHN and other relevant 
services. Referrals come from GPs, the 
family, hospitals and PHNs. On referral, the 
PCN discusses the case with the GP, 

carries out a domiciliary assessment and 
then discusses management options with 
the GP. Each PCN sees 5-7 patients per 
day. Direct contact with the HCT is 
possible between 9-10 AM on week days. 
A week-end service is available if the 
patient is on a syringe driver. 

The HCTs do not carry mobile telephones. 
A telephone answering machine is 
available (see Recomendation Ic). A 
'Minicall' bleep system was recently 
donated by a patient's family to the team in 
the south east of the County. In east 
Wlcklow, the HCTs are not directly linked 
to a hospice or specialistlconsultant in 
palliative care; palliative care team 
meetings to discuss case management 
and receive peer support are absent (see 
Recomendation Id). These factors, 
coupled with the geography and long travel 
times which forces the two HCTs to 
function almost independently, contribute 
to a degree of isolation of the HCT service 
in the east Mcklow area. However liaison 
with the GPs was described as excellent. 
W e n  a PCN is on leave, problems with 
palliative management are directed to the 
GP, with only telephone contact with the 
other HCT in emergencies (see 
Recomendation I b). 

In Rathdrum Hospital, a special single 
bedded room is set aside for terminal care. 
Admissions are assessed at a weekly 
conference, with rapid admission for urgent 
cases. Patients may be first admitted to an 
evaluation bed. If the patient is found to be 
well enough to return home, this is 
arranged with a guarantee of readmission 
if subsequently required. Some patients 
may be admitted for respite care for a 
period elsewhere in the hospital. A syringe 
driver is available when indicated. It was 
pointed out that while some of the nursing 
staff have done one day courses, and two 
are about to do the one week course, no 
staff have had an opportunity to do the 8 
week palliative care course at Our Lady's 



Hospice, Harolds Cross, or to gain 
experience in oncology. 

Beds are available for terminal care in 
Baltinglass Hospital, where nursing staff 
have had some training in palliative care. 

Voluntary organisations have set up 
cancer support groups in Bray, Greystones 
and VMcklow town. 

(e) THEPRIMARY CARE SERVICES 
(1) PUBLIC HEALTH NURSING SERVICE 
The PHN makes a major contribution to the 
care of patients in the terminal stages of 
illness. Apart from general nursing care, 
the PHN also supports the patient and 
family, and liaises with the GP, the home 
care team, the hospice service, and the 
hospital services. The hospital liaison PHN 
has a especially important role in this 
regard. Weekend cover is provided when 
indicated. In many situations, a RGN, 
under the direction of the PHN carries out 
the core nursing duties. In some areas the 
PHNs are trained to supervise the use of 
the syringe driver. Liaison with community 
occupational therapists and 
physiotherapists takes place when 
indicated. 

(2) GENERAL PRACTICE 
The GP plays the lead role in the overall 
management of patients requiring palliative 
care in the community. This can be in 
conjunction with the PHN, the home care 
team, the hospice and hospital as 
appropriate. 

In 1994 a Palliative Care Scheme was set 
up by the GP Units in the Health Boards, 
whereby GPs can register with the Board 
and subsequently receive a capitation fee 
to provide palliative care to individual GMS 
patients in the final stages of the illness, in 
cases of cancer, AIDS and terminal 
neurological disease only. A difficulty can 
arise when patients who are attending non- 
GMS GPs receive a medical card in the 

final stages of illness, and then in order to 
receive free care have to change their GP; 
the non-GMS GPs who has been caring for 
those patients up to the penultimate stage 
of their lives are denied the opportunity to 
care for them to the end. 

In 1994, there were 813 notifications and 
405 claims. To date, over 90% of the 
diagnoses were cancer. 

( f)  THE NIGHT NURSING SERVICE 
The Irish Cancer Society (ICS) operates 
the Night Nursing Service. Any GP, PHN or 
palliative care nurse can refer cases by 
telephoning the ICS helpline and 
requesting this service. The details of the 
case are discussed. In turn, the ICS 
contacts a nursing agency (there are 4-500 
nurses on the roll nationally) or local 
superintendent PHN and a nurse is usually 
made available the same day. The nurse 
contacts the GP should the need arise. The 
nurse is funded by the society for 5 week 
day nights (8PM-IOAM) without any charge 
to the patient, whether the patient has a 
medical card or not. When weekend cover 
is required, the patient or family is required 
to fund the balance of the cost. The service 
is intended to provide a domiciliary nursing 
service for the final few nights, and in 
practice it is usually for the last 2-3 nights. 
In the case of exceptional financial 
hardship and need, a case can be made to 
the Society to seek additional night cover 
for perhaps 1-2 nights. Othenvise the 
family is put in contact with the nursing 
agency and further costs are paid privately 
by the family. Use of the service has been 
growing by 10% per year. 

HOSPITAL BASED PALLIATIVE 
CARE SERVICES 
In 1988 a consultant in palliative care 
medicine took up a joint appointment to St 
Vincents Hospital, Elm Park I Our Lady's 
Hospice Harolds Cross. In 1995 this was 
followed by a second joint appointment to 
St James Hospital I Our Lady's Hospice 

. . 

. . 
. . .  



Harolds Cross (vith a special interest in 
the care of patients vith HIV). In St 
Vlncents Hospital, a palliative care nurse 
has also been appointed, and in St James 
Hospital an oncology liaison nurse is in 
post. 

(1)ACUTE GENERAL HOSPITALS 
(i) ST VINCENTS HOSPITAL, ELM PARK: 
In 1991, a full time palliative care nurse 
(PCN) with extensive hospice and home 
care team experience, and a diploma in 
oncology, was appointed to the hospital. 
This was the first such appointment in the 
country. 

The demand for the service has increased 
over time, with 83 new referrals to the 
service in the first 3 months of 1995. M i l e  
a large proportion of patients are referred 
to the service from the inpatient and day 
ward of the oncology unit, referrals come 
t o m  every hospital department, including 
OPD. 99% of referrals are considered 
appropriate. The service is available 
Monday-Friday, with the palliative care 
nurse in St Vincent's Private Hospital 
providing cross cover. 

The PCN meets the ward sister to discuss 
the case history, then meets the patient 
and explains the consultant has sought 
advice on symptom control, but that the 
referring consultant remains in charge. 
Medication for symptom control is 
discussed with a doctor on the team, who 
prescribes. The initial assessment may 
take 20-45 minutes. The patient is visited 
daily, sometimes for just a few minutes, 
until symptoms subside or the patient is 
discharged. M e n  symptom control proves 
difficult, or the pathology is complex, the 
PCN arranges an assessment by the 
consultant in palliative care. 

M i l e  the majority of patients have 
malignant conditions, patients with difficult 
symptoms due to renal failure, dyspnoea, 
peripheral vascular disease, pain, vomiting, 

abdominal discomfort or any symptom 
proving difficult to control are also seen. 
Patients may also be referred if suffering 
from marked anxiety, or when the family is 
not coping well and extra support is 
required. 

The role of the PCN includes the giving of 
specific advice to the medicallnursing staff 
on symptom control of individual patients, 
the empowerment of staff with the skills of 
palliative care, and assisting the patient 
and family to gain the fullest control over 
the illness and its consequences. M e n  
discharge home is planned, the hospital 
team liases with the GP to consider referral 
to the home care team, as appropriate. The 
PCN also has an educational commitment 
to hospital nursing and medical staff. 

(ii) ST JAMES'HOSPITAL 
A consultant in palliative care was 
appointed to St James' Hospital in 1995. At 
present there is no palliative care nursing 
service in the hospital. However the Irish 
Hospice Foundation have agreed to 
provide the funding for two palliative care 
nurse posts for the hospital for an initial two 
year period, after which time it is hoped 
that the Department of Health will take over 
the funding. It is hoped that these two 
posts will be filled shortly and it is 
envisaged that the care model will be 
similar to that in operation in St Vincent's 
Hospital. There is an oncology liaison 
nurse linked to the oncology unit also. 

12) PAEDlATRlC ONCOLOGY LlAlSON 
NURSE SERVICE 
The oncology unit in Our Lady's Hospital 
for Sick Children, Crumlin runs a home 
care service, palliative care support beds 
and a bereavement service. It caters for 
children vith cancer from all 26 counties 
who are referred to the unit. There are 
three full time liaison nurses; two of the 
nurses are funded by the Department of 
Health and the other by the Irish Hospice 
Foundation (IHF); all expenses are paid by 



the IHF. The liaison service is a nationwide 
support service to children suffering from 
cancer and their families. 

Approximately 70-90 children are 
diagnosed with cancer each year. 
Approximately one third of these children 
die from the disease. Each child is 
assigned a liaison nurse at the time of 
diagnosis; the nurses meet with the child 
and the family at this time. They then 
provide a link from the hospital to the 
community by liaising with each child's GP 
and PHN at discharge. They provide 
advice on practical aspects of treatment 
and are available to help and support the 
child and family as the terminal event 
approaches. 

ROLES OF UMBRELLA 
ORGANISATIONS SUPPORTING 
PALLIATIVE CARE SERVICES 

1) THE IRISH CANCER SOCIE7Y (ICS): 
a) EDUCATION 
As outlined above 

b) HOME CARE TEAMS 
In 1985, following the successful launch of 
the Daffodil Day fund raising initiative, the 
Society funded the first home care teams 
(HCT) which employed nurses trained in 
palliative care. Initially, the ICS intended to 
fund the staff for the first three years, afler 
which time the Health Boardllocal voluntary 
organisation would jointly fund the posts. 
M i l e  the arrangements varied locally, a 
community partnership was generally 
formed involving the DCCIMOH, the 
superintendent PHN, the ICS, and the local 
voluntary group. The HCT nurse would 
report to the superintendent PHN. HCTs 
have been set up in all counties, except for 
Galway which focused primarily on hospice 
type care. The philosophy of the ICS is to 
support the provision of palliative care staff, 
rather than become involved in capital 

programmes. The aim was to establish one 
HCT per 50,000 population. 

In the Eastern Health Board, a total of 5 
palliative care nurse posts are funded by 
the ICS - two half HCT posts in County 
\Mcklow, two HCT posts in Kildare, and St 
Francis' Hospice, Raheny is grant funded 
to provide two HCT posts. 

c) HOSPITAL PALLIATIVE CARE 
SERVICE 
The ICS funded the palliaD've care nurse 
post in St Vincents Hospital, Elm Park for 
the first three years, and is currently 
funding the oncology liaison nurse in St 
James' Hospital. 

d) NIGHT NURSING SERVICE 
The ICS funds the nationally based Night 
Nursing Service. 

2) THE IRISH HOSPICE FOUNDATION 
(IHF): 
a) RESEARCH 
A Research Committee, guided by an 
Ethics Committee, was established to 
promote further knowledge and 
understanding of palliative care, and the 
enhancement of the quality of life of 
patients and carers. 

b) STFRANCIS' HOSPICE, RAHENY 
The IHF contributed significantly to the 
development of this Hospice, which it 
continues to fund. 

c) CHILDRENS' LIAISON NURSES 
Since 1989 the IHF has partly funded a 
Childrens' Liaison Nursing Service 
operating from Our Lady's Hospital for Sick 
Children, Crumlin. 

d) AIDS HOME CARE T E W  
The IHF, in conjunction with the Eastern 
Health Board, supports the provision of the 
AIDS home care team based at Our Lady's 
Hospice, Harolds Cross. 



e) FUNDRAISING 
In 1991 the IHF introduced the national 
'Hospice Sunflower Day' involving the local 
participation of local hospice groups. The 
emphasis in the publicity is 'Support your 
local hospice' and this is achieved by the 
IHF supplying local groups with sunflowers. 
at cost and the profit from their sale 
remains with the local fund raising group to 
develop local services. The advantage of 
this approach is that the media coverage 
spreads awareness of hospice care 
throughout the country, yet the results of 
fundraising are locally controlled. 

In 1993 the IHF initiated a further annual 
national fundraising event - 'Irelands 
Biggest Coffee Morning'. The idea is that 
people would drink a cup of coffee for 
hospice care, and donate £1. To date the 
initiative has been extremely successful in 
attracting funds. 

In addition, volunteers also organise a wide 
range of local fundraising events. 

Section 6 
AGENCY SUGGESTlONS 
FOR PALLlATlVE CARE 
DEVELOPMENT 
In the course of discussion with the Task 
Group, the staff of the agencies expressed 
many valuable ideas as regards areas for 
potential development in palliative care. As 
these meetings contributed significantly to 
the overall thrust of many of our 
recommendations, an outline of some of 
the key suggestions, not ranked in any 
order of priority, is given below. 

A) OUR LADYS HOSPICE, HAROLDS 
CROSS 
1) Further education of GPs and PHNs. If 
further funding were to become available, a 
high priority would be to appoint a nurse 
educator. 
2) The service should be able to respond 
more quickly following referral - ie the 
waiting time for assessment should be 
reduced from the present 2-3 weeks to 2-3 
days. 
3) Increase in catchment area of home 
care teams generally to include all of north 
County Dublin 
4) To extend the specialist service within 
general hospitals - the service should 
include a doctor for 1-2 sessions1 week 
and a fulltime specialist nurse. 
5) To develop further a domiciliary night 
nursing service. 
6) To develop a twilight nursing service - 
eg for settling patients down for night. A 
panel of trained carers (eg home care 
attendants) rather than nurses may suffice 
for M i g h t  1 night care except in the very 
terminal stage. 
7) To extend specialist palliative care 
serviceslskillsniaison among all hospitals, 
in particular the acute general hospitals. 
8) Planning of services. The lrish 
Assodation for Palliative Care (IAPC) and 
the lrish Hospice Foundation (IHF) are 
currently preparing a position paper afler 



two years of research. We understand that 
one of the key recommendations of this 
paper will be the establishment of a 
National Palliative Care Planning 
Committee, encompassing the voluntary 
organisations, the Irish Cancer Society, the 
IHF and professionals involved in palliative 
care. This committee would liaise Gth the 
Department of Health and with each Health 
Board who would also have an established 
committee. It is envisaged that while this 
committee would assist in the planning of 
national strategies it would then be the 
remit of regionalAocal groups to identify 
and prioritise local needs. 
9) To develop standardised data bases on 
the the utilisation, quality and need for 
palliative care services, that could be 
integrated across the different agencies, 
with local access to data and feedback to 
the users. 
10) To formalise and standardise the post 
(permanency, qualifications, salary etc) of 
the PCN in the HCT. 

B) STFRANCIS' HOSPICE, RAHENY 
1) To extend the home care team 
catchment area to include all of North 
County Dublin. An additional 2-3 nurses 
were suggested to meet the increased 
demand. 
2) To improve access to psychiatric 
service. At present, rapid access to 
outpatient or domiciliary psychiatric 
services is limited. 
3) To increase access to paramedical and 
pastoral care support. 
4) To develop a sitting service, including 
day time, evening and night time cover. 
5) To extend the bereavement services. At 
present the home care team always visits 
the bereaved family immediately affer the 
death, but resources permit only 2% to 
have a subsequent visit. Volunteers could 
be considered for bereavement work. 
6) Further education of medical and 
nursing staff at both primary and hospital 
levels. 

C) ST BRIGID'S HOSPICE & HOME 
CARE SERVICE, KILDARE 
1) To extend the existing facilities - to 
increase the number of beds from 4 to 6, to 
provide a family room and further office 
space. 
2) To appoint a fu l lhe medical officer, who 
should have a GP background with 
specialist training in palliative care. 
3) The medical officer would carry out 
domiciliary assessments in complex cases, 
in conjunction with the GP, the PHN and 
the HCT. 
4) To increase the nursing complement 
from 2.5 to 3 fulltirne nurses. 
5) To improve referral patterns, especially 
in regard to earlier referral. 
6) To provide a 7 day service and 24 hour 
help line. 
7) To organise workshops for PHNs on 
bereavement counselling. 
8) To formalise and standardise the post 
(permanency, qualifications, salary etc) of 
the PCN in the HCT. 

D) PALLIATIVE CARE SERVICES, 
COUNTY WICKLOW (EAST) 
(0 THE HOME CARE TEAMS: 
1) Further enhance collaboration between 
the HCT and the PHN service. 
2) Provide cover for annual leave I 
weekends. 
3) Develop an improved communication 
system by providing mobile phones to 
assist contact with PHNs, patients and their 
families. The PCN is 'on-the-road' between 
10 AM to 4.30-5 PM so messages may not 
be received until the following day. 
4) Provide an RGN hilight service for 
cases who would benefit from it. 
5) Develop a palliative care support 
network, with regular access to case 
review conferences, specialist palliative 
care advice, and peer support networks. 

(ii) RATHDRUM HOSPITAL: 
1) To ensure that hospital nursing staff in 
charge of the terminal care bed are 
prioritised to be included on the 8 weeks 



palliative care course at Our Lady's 
Hospice, Harolds Cross. 
2) To further enhance liaison with all 
relevant services providing palliative care. 

E) ST VINCENTS HOSPITAL PALLIA JIVE 
CARE SERVICE 
1) The availability of a PCN service in other 
acute hospitals. 
2) More rapid access to palliative care 
beds - a high proportion of patients die in 
the acute hospital while awaiting a hospice 
bed. 
3) Further training in palliative care skills 
for medical and nursing staff in acute 
hospitals. 
4) The availability of a 'quiet room' for the 
distressed or dying patient. 
5) The career structure for PCNs should be 
formalised. Salary levels should be 
standardised, and permanent rather than 
temporary posts should be created. 

F) IRISH CANCER SOCIETY 
1) Staff education - to increase the 
knowledge and skill base of both PHNs 
and GPs as regards the roles of the 
available services and an update on 
developments on palliative care. 
2) To extend the availability of the HCTs to 
ensure equity of access from the need and 
geographic view points. 
3) A designated person should be 
nominated to act as a liaison person locally 
and to assist in the integration of the 
various aspects of palliative care services. 

Section 7 
SURVEY OF: HEALTH CARE 
PROFESSIONALS 
In order to elicit the views on palliative care 
services of health care professionals 
practising within the Eastern Health Board 
region, a questionnaire was sent to the 
following: a random sample of general 
practitioners within the GMS (n = 320); 
within the Community Care Programme of 
the Board, to all PHNs (n = 438), OTs (n= 
28), physiotherapists (n = 24) speech & 
language therapists in the region; heads of 
disciplines were personally witten to, and 
their comments and suggestions whether 
in writing or verbally, were integrated into 
the overall philosophy of the report. 

The questionnaire sought information on 
the approximate number of patients with 
cancer, motor neuronelmultiple sclerosis 
and AIDS cared for over the previous 24 
months (see Appendix A). Open questions 
were asked regarding the aspects of the 
current palliative care service found most 
valuable and any difficulties encountered 
with the service; recommendations were 
sought regarding the future development 
and improvement of the service. 

The questionnaire was circulated on only 
one occasion. Responses were 
anonymous, and non-responders were not 
identifiable and so were not followed up. 
The response rates were as follows: GPs 
96 (30%), PHNS 136 (31%), OTs 16 
(57%), physiotherapists 9 (36%). These 
response rates are low and it is important 
that the data are interpreted with care. 

As shown in Table 2, the mean number of 
patients per annum in the terminal stages 
of illness was approximately one patient 
every 2-3 months for the GPs and PHNs, 
with relatively higher numbers for the 
occupational and physiotherapy staff. 



TABLE 2. NUMBER OF TERMINALLY ILL PATIENTS WITH VARIOUS CONDITIONS SEEN 
BY HEALTH PROFESSIONALS OVER PAST TWO YEARS 

CANCER 
mean 
range 

AIDS 
mean 
range 

MNDlMS 
mean 
range 

Other 
mean 
range 

GPS I PHNS OTS 

18 
5 - 49 

2 
0 - 1 0  

24 
4 - 4 2  

4 
0 - 3 0  

TABLE 3. ASPECTS OF THE CURRENT PALLIATIVE CARE SERWCE CONSIDERED 
MOST VALUABLE BY HEALTH CARE PROFESSIONALS 

GPS 
1 home care 

team 
2 painlsymptom 

relief 
3 support & 

counselling 
4 able to stay at 

home 
5 night nursing 

6 continuity of 

n %PHNS n %OTS 
47 49.0 painlsymptom 71 52.2 home care 

relief team 
15 15.6 support & 40 29.4 able to stay at 

counselling home 
14 14.6 home care 28 20.6 team approach 

team 
11 11.5 hospice advice 15 11.0 night nurse 

& backup 
7 7.3 night nursing 14 10.3 painlsymptom 

relief 
7 7.3 24 hour service 14 10.3 support & 

n % Physios n % 
5 31.2 painlsymptom 4 44.4 

relief 
5 31.2 support & 4 44.4 

counselling 
3 18.8 home care 2 22.2 

team 
2 1'2.5 able to stay at 2 22.2 

home 
2 12.5 

care counselling 



TABLE 4. MOST COMMON DIFFICULTIES ENCOUNTERED BY HEALTH CARE 
PROFESSIONALS 

GPS n % PHNS n % OTS n % Physios n % 
1 time 23 24 twilight1 23 16.9 delay in 10 62.5 lack of 3 33.3 

night service getting awareness1 
poor equipment angerldenial 

by patient 
lfamily 

2 none 20 20.8 delay in 22 16.1 not enough 8 4.4 unrealistic 3 33.3 
getting OTs to cover expectations 
equipment quickly of patient 

3 delay by 10 10.4 delay by 22 16.1 time 7 4.4 late referral to 2 22.2 
HCT: HCT: physio 
referral - 1st referral - 1st 
visit visit 

4 liason GP1 7 7.3 time 21 15.4 lack of 2 12.5 insufficient 1 11.1 
hospice I planned information 
PHN counselling prior to 
/hospital service for visiting 

families 
5 time spent - 6 6.3 liason with 20 14.7 liason GP 1 2 12.5 hospital 1 11.1 

payment HCT hospice I consultant 
inadequate PHN does not 

/hospital outline1 
explain 
community 
services 

6 hospital 6 6.3 clear 12 8.8 lack of 2 12.5 time 1 11.1 
support definition of awareness1 
inadequate role of HCT angerldenial 

bv 



- TABLE 5. MOST COMMON RECOMMENDATIONS BY HEALTH PROFESSIONALS RE 
IMPROVEMENT OF THE CURRENT PALLIATIVE CARE SERVlCE 

GPS n %PHNS n %OTS n % Physios n % 
1 none 9 9.4 education of 32 23.5 easy access to1 9 56.3 amliances for 3 33.3 

2 more 
assistance for 
HCT: more 
nurses 

3 more money 
for GPs for 
palliatve care 

4 education of 
selflown 
discipline 

5 more time for 
PHN with 
terminally ill 

6 extend to all 
terminally ill 

selflown 
discipline 

9 9.4 1' liason with 
HCTlhospice 

8 8.4 improved 
hilight & night 
service 

7 7.3 each CCA to 
have own 
nurse b-ained in 
palliative care 

6 6.3 easy access 
to1 good 
collecEon of I 
transport of 
equipment 

5 5.2 RGNs I carers 
on call at night 

collecfion 
of I transport of 
equipment 

27 19.8 understanding 
of roles 11' 
liason 

14 10.3 counselling 
services for 
patienfffamily 

11 8.1 more staff 

9 6.6 education of 
selflown 
discipline 

8 5.9 DCU type 
service 

nbn-GMS 
patients 

6 37.5 bereavement 2 22.2 
service 

4 25.0 improved 2 22.2 
weekend cover 

4 25.0 improved 2 22.2 
twilight & night 
service 

3 18.8 counselling 1 11.1 
services for 
patienufamily 

3 18.8 support 1 11.1 
structure for 



The aspects of the service cited by each 
professional group as most valuable are 
shown in Table 3. Pain and symptom relief 
were the issues most frequently cited. The 
list included the availability of the home 
care teams, the support of the patient and 
family, night nursing, and the ability to. 
maintain patients at home. 

The more commonly cited difficulfies 
encountered with palliative care are listed 
in Table 4 and included the delay in the 
initial assessment of patients referred to 
the home care team and poor liaison 
between the different professional groups 
involved in delivering palliative care. Many 
GPs referred to the relatively high time 
input required to provide palliative care. It 
is interesting to note that many GPs 
expressed no particular difficulties with the 
service. The PHNs expressed the need for 
increased access to twilight and night 
services, the lack of a clear definition of the 
role of the home care team, and the delay 
in getting necessary appliances to the 
patient. This latter point was also noted by 
the OTs. The physiotherapists indicated 
that referrals to the service were frequently 
at a late stage. 

The most common recommendations to 
improve the palliative care services made 
by each professional group are listed in 
Table 5. A wide variety of comments were 
received. Further education on the 'fine 
print' of palliative care and improved liaison 
with a better appreciation of the respective 
roles of the professional groups were 
commonly suggested. The GPs suggested 
extending the home care team service and 
that PHNs should be able to spend more 
time with the terminally ill. Some GPs 
indicated that the palliative care grant 
should be replaced by a fee per item 
system. The PHNs suggested that each 
community care area should have a nurse 
trained in palliative care, with an increased 
twilightlnight nurse or carer cover. More 
rapid access to equipment was 

recommended by both OTs and PHNs. 
Again, many GPs felt that no specific 
improvements were required. 

The majority of speech and language 
therapists who replied said that they were 
not involved in the palliative care service 
and did not give their views on any of the 
three aspects questioned. 

RECOMMENDATIONS OF THE ICGP RE 
PALLIATIVE CARE 
The ICGP palliative Care Sub-committee 
examined the role of the GP in palliative 
care and published their findings and 
recommendafions in September 19948. 
Their recommendations were as follows: 

1) That a joint research project between 
the ICGP and the IAPC be set up to look at 
the multidisciplinary model of palliafive care 
within the community. This project would 
seek to identify the particular issues 
affecting palliative care in rural and inner 
city practices and for single handed GPs. 

2) Identify and resource general 
practitioners who would act in an advisory 
capacity as local facilitators in palliative 
care for general practice. 

3) Develop and put into everyday use a 
combined palliative care card to streamline 
liaison and interprofessional 
communication. This card would also act 
as a practical aid to patients and relatives. 

4) Develop methods of improving patient 
education and non-professonal carer 
support in domiciliary palliative care. 



Section 8 
DISCUSSION & P R I O R I P / ~  
RECOMMENDA TIONS 
The National Strategy 'Shaping a healthier 
future'' underlines the importance of 
palliative care in promoting health and 
social gain, and the need to develop 
services in a structured manner. The 
Strategy stresses the importance of equity, 
quality of service and accountability. There 
are many areas in palliafive care that will 
require development as we approach the 
turn of the century. 

This report explores the existing palliative 
care services and makes, on the basis of 
information received from the survey, the 
meetings with agency staff, and available 
literature, a number of specific 
recommendations for their development, 
t om the Community Care perspective. The 
Task Group focused on the more urgent 
needs and their immediate solutions. We 
are mindful of the fact that such 
developments must dovetail with those 
taking place in other sectors of the service, 
particularly in relation to the acute general 
hospitals. 

There has been a dramatic growth in the 
availability and quality of palliative care 
services within the Eastern Health Board in 
recent years. Home care and the effective 
control of symptoms has ensured a greater 
quality of life for many patients and their 
families. 

The Task Group noted the absolute 
dedication on the part of those delivering 
the service to provide the highest quality of 
care possible within the resources 
available. The diversity of approaches to 
palliative care, coupled uith such rapid and 
recent developments in the service, may 
explain the vibrancy and innovation clearly 
apparent to the Task Group members on 

meeting those involved in providing or 
supporting palliative care services. 
Our report outlines the great diversity of 
ways within the Board's area in which 
palliative care services are currently 
staffed, delivered and funded and 
integrated with allied agencies. There are 
variations in the degree to which 
professional groups receive continuing 
professional education on the finer points 
of modern palliative care (see 
Recommendation 2). Access to and 
waiting times for palliative care services 
vary geographically (see Recommendation 
1 and 4). .. 

Funding of palliative care currently comes 
from a range of sources, including statutory 
and voluntary organisations. The Eastern 
Health Board, the Department of Health, 
the Religious Orders, the lrish Cancer 
Society, the lrish Hospice Foundation, 
together vith other voluntary groups all 
contribute towards providing or funding the 
complex service. N t h  divergent sources of 
funding priorities and strategies may also 
vary (see Recommendation 7). 

Time did not permit a survey of patients in 
need of or in receipt of palliative care; the 
views of patients and their carers are 
obviously of paramount importance in 
deciding the development of services and 
we would recommend that further work on 
patient I carer satisfacfion be completed in 
the near future (see Recommendafion 5). 

It is apparent t o m  our research, including 
the survey of health care professionals, 
that there is need for health care 
professionals involved in palliative care to 
have a much clearer understanding of 
each others' roles in the delivery of care. 
Good liaison emerges as a most valued 
property when present, and a source of 
disharmony when absent (see 
Recornmendation 2). 



Of particular note is the PHN I HCT 
interface; some health care professionals 
feel that there is duplication of work, 
perhaps with the PHN and the PCN both 
visiting the same patient within minutes of 
each other. In 'A Service Nthout Walls'24, 
an analysis of Public Health Nursing in 
1994, it is stated that some nurses regard 
the development of the specialist palliative 
care nurse to work with the terminally ill as 
a threat to the role of the PHN, while others 
see specialist services of this type as 
valuable resources which the PHN can 
use. The Task Group believes the role of 
the PHN and PCN should be 
complementary (see Recommendations 2a 
& 2c). 

There is a range of educational I training 
courses provided through the voluntary 
palliative care groups, universities and the 
ICGP. However, at present palliative care 
is not addressed in PHNs' annual refresher 
courses, and few PHNs have been able to 
avail of the training course provided by Our 
Lady's Hospice, Harolds Cross (see 
Recommendation 2c). Lack of knowledge 
of the fundamental basis and ethos of the 
palliative care services may contribute to 
difficulties in liaison and close 
collaboration. The Task Group makes 
recommendations intended to strengthen 
direct links between the community care 
semices and the specialist palliative care 
services (see Recommendations I d  & 2). 

In County Mcklow and in north County 
Dublin (where no home care service is 
provided) logistical problems arise due to 
the large areas to be covered, time spent in 
travelling and the distances from the major 
specialist centres of palliative care (see 
Recommendation 1). 

It has emerged that one of the problems 
faced by the primary care team (GP and 
PHN) is the lack of Sme available to look 
after some terminally ill patients. The 
mechanism to allow the PHN 'protected 

time' to care for a terminally ill patient may 
require review and the Task Group makes 
recommendations as regards evening I 
night time services that may be valuable in 
this regard (see Recommendations 3 & 6). 
The provision of such a service should be 
introduced in a phased manner. The initial 
pilot phase should be used to identify the 
optimum approach prior to wider 
implementation. 

At present the palliative care services 
(excluding GPs and PHNs) tend to focus 
on cancer and AIDS, to the exclusion of 
other terminal illnesses. The principle of 
equity emphasised by the National 
Strategy' would suggest that where 
appropriate the same home care service 
should be provided for all terminally ill, 
irrespective of the cause of death. 

The 'fine tuning' of the plans to assist 
effective channelling of funds in this highly 
emotive area would greatly benefit from 
quality assurance information on the exact 
inputs and benefits (outcomes) from the 
current range of different palliative care 
models (see Recommendation 5). The 
development and use of such an 
information base would encourage 
independence and flexibility in the delivery 
of palliative care. At the same time, it would 
assist in skengthening the links already 
forged between the various agencjes 
involved, and the development of services 
in an integrated and structured manner. 
The existence of local, regional and 
national groups, sharing the same 
information base should assist in the 
integration at all levels of care (see 
Recommendation 7). 

The Task Group believes that the skills and 
knowledge of modern palliative care must 
be disseminated more widely and updated, 
in a planned manner, to all professional 
groups (see Recommendation 2). All 
patients in the final and distressing stages 
of an illness, irrespective of the disease, 



- Table 6. PRIORITY RECOMMENDATIONS OF EASTERN HEALTH BOARD TASK GROUP 
ON PALLIATIVE CARE & THEIR RESOURCEIMPLlCATlONS 

RECOMMENDATION RESOURCE IMPLICATIONS 

7. IMPROVE EQUITYIN HOME CARE SERVICES 
a) Extension of home care services throughout north 2-3 palliative care nurses. 
County Dublin (St Francis, Raheny home care team) Cost: salary & travel £50 - 70,0001annum. 

b) Provision of holiday I sick leave cover for home care Relief PHNIRGN trained in palliative care in 
nurses in east County Wicklow Wicklow - 3 months + I  year. 

Costs: training (3112) 
salary f6,OOOlyear 

c) Provision of mobile phones for home care nurses in Cost: purchase £800 
east County Wicklow rental &calls £ 1,2001year 

d) ~ncorporation of palliative Care nurses in east County 112 daylfortnightlnurse - to be covered by 
Ncklow into the Harolds Cross home care team support relief PHN (as in b). 
network - attend team meetings & specialist advice from Cost : £2,0001annum 
medical director of home care team Travel exoenses (Wcklow -Harolds Cross) 

Cost: £1,5001~ 

RECOMMENDATION RESOURCE IMPLICATIONS 

2. EDUCATIONILIASON- COMMUNIN, HOSPICE & 
HOSPITAL HEALTH PROFESSIONALS 

a) Educafional needs of profesional groups should be 
reviewed, and those individuals providing palliative care 
shoud be given priority 

b) Palliative care to be incorporated in PHNs annual 
refresher courses 

c) One nurse from each CCA to do the 8 week course in 
palliative care at Our Lady's Hospice, Harolds Cross 
(see (e) below) 

d) Establishment of annual I biannual workshop-type 
meetings in each CCA for educational update & liason 

No direct cost 

Cost: speakers e.g. palliative care nurse 
tutors I medical directors of home care 
teams I consultants in palliative care 
medicine (£ 100 approx) 

Costs: course fee £ 350 x10 = £3,500 
relief PHWRGN 
x 8 weeks = f2,815 12,085 
x10 = £28,150 1£20,850 



purposes, involving PHNs, other Community Care staff 
involved in palliative care, the local ICGP faculty &the 
home care &hospital palliative care nurses in the area; 
this would facilitate clarification of the roles of each health 
care professional 

e) A nominated hospice home care nurse should be 
associated with each CCA team to act as a local resource 
I liason person & liase directly with a PHN with a special 
interest and training in palliative care in each area 

f) We support the recommendation of the Irish College of 
General Practitioners8 to 'identify and resource GPs who 
would act in an advisory capacity as local facilitators in 
palliative care for general practice' 

g) Develop a combined palliative care card which would 
facilitate communication between the primary care team 
and the hospice I hospital 

h) Home care team to increasingly focus on the 
enhancement of the skills & knowledge of GPs and PHNs 
in the delivery of palliative care, and so indirectly to 
provide optimum palliative care to a greater number of 
patients. 

i) Each CCA to be put on the mailing list for relevant 
palliative care journals. Copies of guidelines on palliative 
care e.g, IAPC Guidelines should be routinely circulated 

Health Board to supply facilities (venue, 
refreshments etc) 

No additional direct cost (see (b) above) 

No direct cost 

Printing costs £ 1,000 in 
cost subsequent years 

No direct cost 

first year, reduced 

Examples: 
'Palliative Care Today' provided free, 
quarterly 
relevant articles in BMJ, NEJM etc to be 
circulated 

3. HOME CARE ATTENDANT SERVICE (pilot phase) 
a) Provision of home care attendant service for carers in Training 3 weeks 
acute 'crisis' situations - 'tuck in', evening or overnight Salary f5lhour 
sitting service - panel of 2 suitably trained home care 36 hourslweeklCCA = f2,5001CCA 
attendants in each CCA; pilot scheme to be run in 2 CCAs Total £5,000 for the EHB forpilotphase 

4. 'FASTRACK' REFERRAL SYSTEM 
a) Encourage timely referral by GPs and hospital No direct cost 
consultants to the hospice home care team of patients 
likely to need their services 

b) For those cases requiring urgent care develop a No direct cost 
'fastrack' system of referral to the home care team or 
hospicelhospital admission 



r 5. INFORMATION SYSTEMS 
a) Standardised data collection on all patients in receipt of Unstandardised data collecfion ongoing at 
palliative care to permit ongoing audit (particularly client present; recommendation would involve - satisfaction & quality of life indicators), service planning substitution only rather than additional 
and research worklcost 

- b) Facilities to integrate data from diverse sources should Systems analyst I programmer x 6 months 
be incorporated in the design of an integrated system Cost: salary £ 10,000 

- c) A multidisciplinary steering group to be established to No direct cost 
develop suitable information systems - d) Regular feedback of information to service providers is Data inputting £3,000 
essential Data analysis: Department of Public Health - Medicine I Health InformaD'on Unit, EHB I 

hospice or hospital involved 

- RECOMMENDATION RESOURCE IMPLICATIONS 

&HOME CARE A77ENDANT SERVICE - 
(DEPENDING ON SUCCESS OF PILOT SCHEMEIN 
1996) 
a) Provision of home care attendant service for carers in Training 3 weeks 
acute 'crisis' situations - 'tuck in', evening or overnight Salary E5lhour 
sitting service - panel of 2 suitably trained home care 36 hourslweeklCCA = f 1,2001CCA 
attendants in each CCA; pilot scheme to be run in 2 CCAs Total 3 f 120,000 for the EHBlyear 

7. CONTINUED DEVELOPMENT 
a) Establishment of local, regional &national No direct cost 
multidisciplinary palliative care planning groups, who 
would work on the basis of the informafion supplied by 
Recommendation No. 5 above .. 



whether at home or in an acute hospital or 
elsewhere should be assured of optimal 
and rapid symptom relief and support. 
M i l e  the primary care or hospital team 
would provide the service, advice should 
be available from a palliative care nurse. 
The palliative care nurse should have 
back-up from a palliative care unit, and in 
complex situations, to a specialist in 
palliative care medicine. 

Finally, we recommend that detailed yet 
flexible guidelines on palliative care should 
be drawn up by the various agencies 
involved. The guidelines should be 
updated as necessary. The options for 
effective symptom control and all other 
aspects of palliative care management 
should be detailed in a practical manner. 
Referral procedures and the precise role of 
all local services directly involved in 
palliative care should be clarified. We 
believe that such guidelines, by 
encouraging best practice and closer 
professional liaison, would be extremely 
beneficial to patients, their carers and 
professionals alike. 
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