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Public Consultation Adult Palliative Care Policy
Update
Survey for Organisations
Fields marked with * are mandatory.

Introduction
The Department of Health plans to update the Palliative Care Policy for Adults in 2022 and is
seeking the views of the public on palliative care services in Ireland and the public’s priorities
for the update. The public consultation will allow the Department of Health to hear the views
from a wide range of stakeholders and the findings will inform the policy update. We are
asking organisations to participate in the public consultation by completing the online survey
below. If you are not representing an organisation / representative body and want to complete
the survey as an individual, then click here.
This survey is best viewed on a larger screen (desktop, tablet, larger smartphone). If you are
using a smartphone with a small screen, you may need to rotate your screen to landscape
view.
Any personal information which you volunteer to this public consultation will be treated with
the highest standards of security and confidentiality, strictly in accordance with the General
Data Protection Regulation 2016/67 and the Data Protection Act 2018. The Department’s
Privacy Policy can be viewed here.
Please fill in the details below on behalf of your organisation / representative body:
I confirm I am the authorised representative on behalf of an organisation/representative
body.

* First

name

1

Avril

* Last

name
Easton

* Job

Title
Advocacy Manager

* Name

of Organisation

Irish Hospice Foundation

* Address

of Organisation

Morrison Chambers, Nassau St, Dublin 2

Section 1: Organisation's Profile
This section asks questions about your organisation, so we can look at the submissions
received from different points of view. This is the only reason for collecting this information.
1.1 Please select the category that best describes your organisation.
Health service provider
Union/Staff representative body
Other representative body
Academic institution
Charity / NGO
Community / Voluntary group
Advocacy body
Other
You selected other, please specify:
50 character(s) maximum

Section 2: Views on Current Palliative Care Services
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This section asks about your organisation's views on current palliative care services in Ireland
for people with serious and progressive illnesses and their families / carers.
2.1 To what extent do you agree with the following statements in relation to current
palliative care services in Ireland.
Statement

Strongly
Disagree

Disagree

Unsure

Agree

Strongly
Agree

Health care staff recognise the
palliative care needs of people
with a serious and progressive
illness in all care settings.
People with a serious and
progressive illness and their
families / carers receive the
necessary information to assist
them with planning for end of life
care and death.
People with a serious and
progressive illness and their
families / carers can access the
appropriate type of palliative care
services when they need them e.
g. community palliative care,
hospice care, hospital care.
Families and carers are receiving
the necessary support to allow
the person with a serious and
progressive illness die at home if
that is their wish.
Health care staff involved in
palliative and end of life care talk
to each other and co-ordinate the
care they provide.
People with a serious and
progressive illness and their
families / carers are involved in
decisions about their treatment
and end of life care.
3

Families and carers receive the
appropriate support and
information after their loved one
has died of a serious and
progressive illness.
2.2 What is working well in the current provision of palliative care in Ireland? i.e. What
are the strengths?
2500 character(s) maximum
Report of the National Advisory Committee on Palliative Care (2001) is highly regarded internationally
Ireland has several key supportive frameworks, programmes & resources - Adult Palliative Model of Care for
Ireland (2019), 3-year Development Framework, Competency Frameworks & the HSE National Clinical
Programme for Palliative Care
Provision of Specialist Palliative Care (SPC) has improved since 2001 & the wide variation in types and level
of service provision have reduced
SPC homecare teams deliver care through a multi-disciplinary team
Increases in the number of new patients in receipt of in-patient SPC (from 2,283 to 3,225) & SPC in the
community (from 8,822 to 10,301) between 2013&2019
Specialist Palliative Care Minimum Data Set (SPC MDS) is now produced with almost 100% compliance
Recognition that Palliative Care (PC) extends to support in bereavement
Recognition that PC is needed for all life-limiting conditions, not just cancer. The
SPC MDS shows steady increases in those with non-malignant conditions accessing PC services.
Primary Palliative Care is ‘free’ & available to people with life-limiting conditions, of all ages, in all healthcare
facilities, nursing homes, and at home. Enabling equal access and an integrated approach to care.
The expansion of & investment in Nurses for Night Care services. Night Nurses deliver end-of-life care at
home through IHF’s Nurses for Night Care service, for non-cancer conditions & Irish Cancer Society provide
a service, to those with cancer conditions. This is part of IHF’s Palliative Care for All programme, providing
support, information & guidance to those working with people with life-limiting conditions other than cancer.
Think Ahead is a key planning tool supporting people to record their wishes about treatment & care for those
who need to know. It is a key resource for people receiving PC as it gives them the opportunity to talk about
their wishes & record them.
Approximately 40% of deaths occur in acute hospitals, IHF’s Hospice Friendly Hospitals (HfH) programme
works to improve experiences of patients and their families & supports staff well-being. There are currently
48 hospitals in the HfH programme & it is strongly embedded within the HSE. The Quality Standards for Endof-Life Care underpin this approach in hospitals.
IHF developed the Design & Dignity programme, in partnership with the HSE, which aims to transform how
we design hospital spaces for people&their families at end-of-life

2.3 What is not working well in the current provision of palliative care in Ireland? i.e.
What are the weaknesses?
2500 character(s) maximum
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Geographic inequity accessing PC services (generalist & specialist) e.g. the Midlands & North East without a
level 3 in-patient unit
Rising population figures & static bed numbers mean in some areas number of beds per 100,000 population
is lower in 2019 than 2013
Generalist Palliative Care (GPC) is critical to meeting the needs of people at home & in residential care
settings, its provision is not clearly defined & emphasised in current policy
Many SPC & GPC services lack the minimum core of professionally trained staff with recognised specialist
training & clinical experience in PC services
Recruitment & retention of SPC healthcare workers has become more challenging in all settings, limiting the
provision of PC
GPC is under resourced, with minimal incentives for professionals to upskill & incorporate PC into practice.
There are insufficient numbers & the right complement of primary care workers in the community to provide
GPC services.
Night Nursing (Irish Cancer Society) & Nurses for Night Care (IHF) are key services to support GPC in the
community but there are challenges with resourcing nurses for this service
Barriers remain accessing PC services, particularly in the community
People & healthcare staff not knowing about the availability of PC
Pathway to accessing PC is often unclear
Difficulties knowing where to go for information
Provision of information on services & entitlements, bereavement support & counselling are often lacking
Often the strong levels of communication within the SPC settings do not translate to GPC
Access to homecare hours is critical for people with PC needs in the community & their families. Difficulties
sourcing staff to deliver these hours, limited availability of hours, lack of consistent carers, limited overnight &
weekend care all present barriers to the delivery of good quality PC.
Absence of a unique patient identifier presents challenges including communication, transferring of services
& data analysis
Weaknesses in data recording and infrastructure mean we do not know how many hospital in-patients
receive PC nationally, and we cannot follow their trajectories of experience & healthcare use following
hospital discharge
Provision of bereavement support remains extremely inconsistent, particularly in community setting, where it
is often non-existent
Need for clarity & consistency surrounding arrangements for children with life limiting conditions & their
families as they transition

Section 3. Views on the Future of Palliative Care Services
This section asks for your organisation's views on the future of palliative care service in
Ireland.
3.1 On a scale of 0 to 10 (Number Slider) where 0 is not at all important and 10 is very
important, please rate the importance of the following priorities for the adult palliative
care policy update.

Equal access to palliative care no matter where you live, your diagnosis or what age you are.
10
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Better training for healthcare staff to be able to deliver palliative and end of life care across all
healthcare settings.
10

Increased public awareness and discussion of palliative and end of life care, dying and death.
9

Increased support for patients to plan and organise their affairs and future care at the end of
life.
8

Increased practical help and support for patients and their families / carers during end of life
care e.g. home help hours, assistive equipment.
10

Increased availability of palliative care services at weekends and out of hours.
10

Improved communication between healthcare professionals, providers, patients and families.
8

Increased use of telehealth to improve access to palliative care services.
7

3.2 What changes or improvements do you suggest for inclusion in the update to the
adult palliative care policy?
2500 character(s) maximum
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A whole of government approach to palliative care (PC)
Governance & strategic direction of PC needs to be wider than just SPC, should be led by all PC care
settings&key stakeholders including IHF
PC for all approach with an emphasis placed on GPC provision
Funding & recognition for the Night Nursing/Nurses for Night Care
Investment in residential care to improve delivery of person-centred palliative, end-of-life & bereavement
care through a nationally mandated, integrated quality improvement programme
Resource & support families with increased awareness of PC&how to access it
Equitable provision of specialist & generalist PC services
Provision of increased staff & training to enhance GPC services
Increase staffing numbers for SPC including provision for out of hours services
Education for staff to understand & promote the importance of Advance Care Planning
Promote continuing professional education & development with health care professionals in all disciplines
Funding for PC training & education packages for primary care teams (GPs, PHNs, allied healthcare
professionals, home care), & family carers
Financial support & packages to fund home care teams providing end-of-life care at home, incl. night &
weekend care
Extra investment in bereavement support, including additional skilled posts made available, particularly in
the community.
Bereavement support development should reference the Framework for Adult Bereavement Care (2020),
guidance for bereavement support provided by SPC social workers (2009) & the recently developed EAPC
white paper on bereavement support in PC
Recognise unique bereavement needs&tailored information for children & young people who are impacted
by the death or anticipated death of a person receiving PC
Adopt Design & Dignity guidelines for new & refurbishment work in hospice&acute settings
Consider how cause of death is recorded. There needs to be recognition of the co-occurrence of specific
conditions, which is critical to planning & provision of services.
Forthcoming Assisted Decision Making (Capacity) Act legislation must be considered & incorporated into the
new policy
Formal links between paediatric & adult based PC must be strengthened. Each child with end-of-life needs
has an identified core team of healthcare providers, incl. a named paediatrician, among others.
Need for a strong integrated approach in HSE both at national&local level ensuring there is cohesion among
the various strands of care provision
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