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I
reland has a long tradition of hospice and

palliative care.1 In Dublin, Cork and

Limerick, centres for the dying are long

established, having been founded by religious

orders in the late 19th and early 20th century.

Nationally, service expansion to hospitals,

inpatient hospices and home care services

began in the mid-1980s, heavily influenced by

the modern hospice movement. Local

activism resulted in voluntary sector-initiated

fundraising for, and provision of, specialist

home care services in all parts of the country. 

Service development and dedicated training

were followed, in the 1990s, by official

recognition of palliative care as a specialty, a

growing profile within health policy and

rising government spending. However, despite

considerable advances by the turn of the

century, long-standing regional disparities in

terms of capital facilities, staff numbers and

organisational expertise remained. Quality

and availability of care were still primarily

determined by where a patient lived.

This article reports on this regional inequity

after a decade of funding and policy changes.

It arose out of a larger study2 funded by The

Atlantic Philanthropies, whose ‘End of Life’

programme has contributed significantly to

hospice and palliative care in the Republic of

Ireland. The full study’s aims were to evaluate

the ‘End of Life’ programme and capture wider

learning from a decade of intensive policy

implementation and service development.

A national policy

In 2001, the Irish government adopted the

recommendations made in the National

Advisory Committee on Palliative Care

(NACPC) report and launched Ireland’s first

national palliative care policy, providing a

framework for the development of

comprehensive specialist inpatient hospice

and palliative care services over a five-year

period.3 The key recommendations of the

NACPC report included that:

� Palliative care should be available across

hospice, home and hospital settings for all

patients on the basis of need and according

to personal preference, irrespective of

diagnosis and clinical situation

� The ten regional health boards should

implement recommendations on the basis

of a regional needs assessment; priorities

would be based on the national policy and

decided according to local needs

� Each regional health board should have a

comprehensive specialist palliative care
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� Palliative care in Ireland has a long history, with well established
service provision in some regions and a lack of services in others.

� In 2001, Ireland launched its first national palliative care policy,
providing a framework for universal provision on the basis of need.

� Over eight years, the national palliative care budget increased by
80% to the benefit of services in all regions of the country.
However, the long-standing regional inequities persist.

� The Irish experience highlights that a national policy is beneficial,
but not sufficient, to implement an equitable palliative care policy.

Key points
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service with at least one specialist inpatient

unit (SIPU)

� All other settings, including general

hospitals and community, should have

formal links with that SIPU.

The estimated annual cost of fully

implementing the policy was €144 million,

with additional funds needed for capital

development of SIPUs and satellite facilities,

particularly in underserved areas. 

Subsequent regional needs analyses

confirmed embedded inequities; three of the

ten health board regions had no SIPU. 

Policy implementation

Between 2001 and 2009, the annual

government budget for palliative care service

provision increased by 80% to €80 million,

compared with the estimated €144 million

required to fulfil the national policy.4 Policy

implementation occurred in three phases:

� 2001–04: initial implementation. This was

slow, at least in part because regions first

had to assess their needs

� 2004–07: substantive budget and service

expansion. This occurred in conjunction

with a period of significant growth of the

Irish economy and healthcare budget

� 2008–11: overall budget stagnation. In 2008

and 2009, budget increases were much

smaller, before cuts were made amid

economic recession, returning the 2011

budget to the 2007 level.5

Throughout the period, little progress was

made on the capital development required. In

2009, a new framework for building SIPUs and

satellite facilities was published,6 but this

coincided with the economic downturn and

implementation was delayed.

Regional inequities

In the first ten years of the national policy,

palliative care in Ireland enjoyed substantial

increases in government budget and service

availability. All regions benefited. However,

the regional inequities in service provision

were not addressed. The lack of capital

development meant that the three regions

without an SIPU in 2001 remained so a decade

later. SIPU-led services being central to the

policy, this was a key unaddressed inequity.

The distribution of annual government

spending also neglected to tackle regional

inequity. The phase of substantive budget and

service expansion was 2004–07. At the start of

that phase, data showed large regional

disparities in spending, from €1.50 per capita

in the lowest-spending region to €31 in the

highest-spending one.7 By the end of the

phase, the lowest- and highest-spending

regions allocated €7.90 and €35 per capita,

respectively; the gap had narrowed but was

still far from closing.8

Moreover, no systematic relationship

existed between a region’s needs in 2004 and

subsequent funding. Regions with different

baseline levels of palliative care services

received equivalent levels of investment. An

example of this are Regions 6 and 9, which are

representative of regional inequity

historically. While the latter already had well

established, specialist-led palliative care in the

hospice setting and at home, the former had

predominantly generalist-led care with some

specialist input but no inpatient hospice to act

as a regional hub. In 2004, spending per capita

on palliative care was €2.75 in Region 6 and

€24.49 in Region 9. Between 2004 and 2007,

spending increased at almost equivalent levels

in both regions: by €5.15 per capita in Region

6 and €5.41 per capita in Region 9. 

Table 1 summarises the changes in staffing

levels for key specialist palliative care posts

between 2004 and 2007 in Regions 6 and 9. It

shows that the two regions not only had

unequal staffing levels to start with, but also

that Region 9 expanded availability further in

those four years than Region 6 with the same

resources. Region 9 opened 20 new posts while

Region 6 only opened 8.5. By 2007, Region 9

needed to open a further eight posts to meet

the target set by the NACPC, while Region 6

still required a further 68 posts. 

Table 1. Changes in staffing levels between 2004 and 2007 for
key specialist palliative care posts in Region 9 and Region 6

WTE staff* Region 9 Region 6
2004 2007 NACPC 2004 2007 NACPC 

target† target†

SPC consultants 1 2 2 1 2 2.5
SPC doctors 4 6 6 3 4 7
SPC nurses 47.5 60.5 59.5 21.5 25 66
Physiotherapists 2.5 4 6 0 0 7.5
Occupational therapists 2.5 4 6 0 2 8
Social workers 4 5 10 0 1 11.5
Total 61.5 81.5 89.5 25.5 34 102.5
NACPC = National Advisory Committee on Palliative Care; SPC = specialist palliative care; WTE = whole-time equivalent
* Roles as defined by the 2001 NACPC report3
† Targets defined by the 2001 NACPC report on a per-capita basis; the higher targets for Region 6 reflect its larger
population; the two regions had comparable death rates3
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Implementation challenges

Before 2001, palliative care in Ireland was

characterised by geographical inequity; the

national policy was launched to direct an

equitable development programme.

Investment subsequently increased and

services expanded, but, by 2011, availability

and quality of care were still primarily

determined by where a patient lived.

To better understand the reasons for this, a

retrospective documentary analysis was

performed on all relevant national and

regional policies and reports for Region 6 and

Region 9.2 Two readers used descriptive

content analysis to identify key themes in the

design and implementation of the national

policy. The study suggested four major

contextual factors (described below)

explaining why the introduction of a national

policy and increased funding had no direct

effect on regional inequities. 

Universal strategy, partial funding

The national policy was not allied with a

coherent implementation plan. While the

annual budget increased by 80%, it remained

short of that required to fulfil the policy.

Despite this partial funding, no allocation

strategy was put in place to favour regions

with underdeveloped services through either

targeted funding or additional organisational

support. No effort to relate investments to

regional needs was evident; that is, no

systematic relationship was detected between

regional funding needs and subsequent

budget increases.

Baseline capacity

A region’s baseline capacity is an important

factor for further service development. In

2001, Region 9 already had a long established

hospice, where a consultant, palliative care

nurses and a social worker were employed and

links with the local university were

embedded. Subsequent government funding

enabled the region to build on existing

capacity, enhancing service availability and

education and research programmes. Also,

being a high-profile community facility, the

hospice was well positioned to attract local

and external philanthropic funding. 

By contrast, Region 6, one of the regions

with the lowest resources in the country, did

not have well established specialist palliative

care services or a hospice. Fundamentally, it

lacked the infrastructure to support specialist

palliative care and the organisational capacity

to implement the national policy in full,

irrespective of funding levels.

The power of a hub

Through its hospice, Region 9 had a hub to

both drive calls for policies and strategies and

engage directly in their development. The

region was represented on the NACPC –

whose recommendations became national

policy – and was thus in a good position to

help develop the recommendations and

anticipate how best to respond to them.

Working relationships with regional health

administrators already existed. 

By contrast, Region 6 was not represented

on the NACPC. It did not have the number of

staff members needed to drive a strategy and

develop working relationships with health

service administrators. Without a palliative

care hub and administrative expertise, the

region was disadvantaged from the start of the

change process and found it more difficult to

mobilise support for, and initiate, regional

needs analysis and strategic planning.

Voluntary–statutory partnerships

In Ireland, palliative care service provision is

delivered either by voluntary groups or

through voluntary–statutory partnerships. In

2001, with its voluntary-led rural home care

programmes, Region 6 was at the cutting edge

of voluntary service provision, but it was not

so advanced in voluntary–statutory service

provision until 2006, when its home care

teams became consultant-led and thus met

statutory requirements. In Region 9, the

formalisation of voluntary–statutory

partnerships had occurred 15 years earlier.

Conclusion

Regions that have better services and structures

in place at baseline are able to react more

efficiently to newly available funding.

Consequently, service is expanded to a greater

extent and more patients are reached, but the

realisation of equity between regions is

stymied. It is not unexpected that a better

resourced region expands services more quickly

and efficiently than an underserved region,

even if they are both given an equivalent

increased funding. However, this is not simply

an issue of resources, but of national strategic

direction and regional organisational readiness.
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Providing support to family members is an
essential part of holistic care. The question of
how to best support children who have
terminally ill parents is particularly
challenging, and one that this book aims to
address through exploring different concepts
and methods of communicating with them.

Rachel Fearnley, who has worked for over 
30 years as a social worker and researched the
experiences of children who have parents
approaching the end of life, seeks to convey the
importance of communicating well with these
children. Her passion for the subject is clear, but
her insistance on including children in this vital
communication can feel laboured.

Fearnley starts by exploring the impact that a
parent’s illness can have on both the child and
the family unit. A useful section covers types of
verbal and non-verbal communication, harmful
effects of common euphemisms and barriers to
communication commonly erected by
professionals and parents. She outlines the
concept of the ‘communication continuum’
assessing how much a child understands, and
how much they want to know, about their
parent’s illness – but little reference is made to
the dangers of imparting too much information
or over-involving the child.

The book is easy to understand, well
referenced and follows a logical order; each
chapter builds on the previous to expand on the
information given. Case vignettes and reflective
exercises help to engage readers. Two
particularly helpful chapters describe children’s
developmental stages and ability to process
information at different ages, and a ‘how to’
guide to communicating with children
exploring the use of timelines, body maps,
story-telling and drawing. They make this book
an excellent tool with which professionals
working in healthcare, social care and education
will be well equipped to help children and
families through difficult times �

Laura Nightingale, Specialist Registrar in Palliative Medicine, 
St Catherine’s Hospice, Crawley, UK
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The Irish experience offers lessons for itself

and others. Increased investment and a

national policy are necessary, but insufficient,

to address embedded inequities in palliative

care service provision; they must be allied to

an implementation strategy that ensures

priority issues are targeted in the first waves of

funding. Better engagement with the

complexities of strategy implementation is

needed, so that disadvantaged regions, which

already have limited organisational processes,

networks and administrative structures, are

not further marginalised.
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