Pre-Budget Submission
2021

www.hospicefoundation.ie

Introduction

This document is presented in unusual circumstances. We, as a nation, are still in the grip of a pandemic,
unprecedented in recent living memory. Its effect was immediate and apparent. The necessary national
response to COVID-19 has been – and is still - urgent and universal, affecting all aspects of our lives:
personal, familial, social, psychological and economic. In a few short months it has brought about change
and curtailment. But, there are things we can do to make Ireland the best it can be. The pandemic has
shown us, perhaps like never before, that dying is indeed everyone’s business. Grief is our common
ground.
Huge sacrifices have been made and an enormous effort expended by people in essential, frontline
services – particularly health and wider social care – but also transport providers, food suppliers and
supermarket workers, postal workers, fire and ambulance services, public servants, government and local
authorities and in the voluntary sector, to respond to new and unknown challenges in an utterly changed
landscape. The future is still uncertain and the ongoing challenges to us all, individually and collectively,
are as yet unknown.
In the midst of all of this unpredictability, one aspect of our human existence has remained constant.
Dying, death and bereavement – always present - have unavoidably come to the forefront of our
collective consciousness.
We are also conscious we are advocating in the context of a new government and a new Programme for
Government (PFG).
The “Our Shared Future” Programme 2020 is rich in promise in relation to palliative and end-of-life
care. Not just because of its commitment to the implementation of Sláintecare, a new
Palliative Care Policy and services for both adults and children, but also because of ancillary mention of
medical cards for people with terminal illness, car parking for hospital visitors and commitment to
commence the legislation to allow for Advance Healthcare Directives.
These are all most welcome.

1

While the PFG references loss and bereavement there is, as yet, no concrete commitment to
remembrance, reflection, renewal and resilience in relation to all deaths in the COVID-19 era. Lessons
learned must result in real action to engage people in dialogue, to evaluate end-of-life and bereavement
experiences during the pandemic emergency and the effect of the (necessary) strictures and
curtailments. There is also a need to look at the possible effects of delayed or disenfranchised grief
individually, which have yet to be evaluated. These effects may be evident not only in those family
members and friends directly and personally affected by death during the pandemic, but also by
healthcare professionals, health and social care workers at all levels, teachers and pupils, employers and
employees and the general population.
IHF has long advocated for a more strategic, whole-of-government approach. We contend that as a
result of COVID-19 there is a significant, possibly unique, opportunity to equip all our state services –
including health and social care - to meet the challenges presented by dying, death and bereavement in
the aftermath of this pandemic and to allow all our citizens to contribute to that debate. The
recommendations for investment contained in this submission are small practical steps to secure a
shared future which takes into account the reality of our common humanity, mortality, care and grief.
In line with our policy and advocacy priorities our Pre-Budget Submission is based on our belief that
everyone deserves the best care at end of life and in bereavement – a belief shared by the people of
Ireland.
We also believe dying, death and bereavement are everyone’s business. This means a population-wide,
whole society response is required. IHF has already made wide-ranging policy submissions to
government on these issues, under the seven pillars illustrated below. [1]

[1] https://hospicefoundation.ie/wp-content/uploads/2020/06/FINAL-IHF-learnings-on-COVID-policyimplications-PDF.pdf
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Pillar 1

DEVELOP a ‘whole-of-government’ strategy
on end of life

Our health and well-being are intimately bound up with the State and its services, as well as wider
society. So too is dying, death and bereavement. The State has no power to take away death. But, what
we as citizens can legitimately expect is that the State equips us to cope with the myriad practical, social
and emotional issues that present before, during and after a death.
The response to the recent pandemic has been driven by a public health approach with the health and
safety of the population given priority. This, of course, has the greatest effect on health and social
services, ensuring they are equipped to deal with the increased influx of people infected by COVID-19.
It has also affected the delivery of other public services and all aspects of people’s lives– education,
employment, transport, leisure, access to services, commerce and religious practice. Since these are
whole-society difficulties, it is essential a whole-of-Government response is framed.
When the pandemic has subsided, we may well live in its shadow for many months and years to come.
How we, as a nation, respond to dying, death and bereavement post COVID-19 is critical.
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IHF has long advocated that strategic, better coordinated end-of-life and bereavement care can make a
real difference to both the quality of health and social care provided to the individual and will better
support and equip health and social care workers. However, these issues cannot be neatly packaged and
handed over to health and social services as their sole remit. All departments of State have their roles to
play. COVID-19 has challenged how we, as a nation, address and confront dying, death and
bereavement.
We now have a responsibility to shape how we respond in the future. One of the main challenges will
be to create this whole-of-Government response – to coordinate, replicate, progress and embed
innovative, evidence-informed solutions to issues which arise in the care of the dying and the bereaved,
whether these solutions are family or community-generated or provided by the statutory or voluntary
sector. There is no time to be lost in planning and shaping future services and response.

Actions Required in Budget 2021:

We recommend the State begins to plan for a post COVID-19 end-of-life and bereavement strategy to
cover all aspects of dying, death and bereavement in Ireland. In 2021 this could concentrate on
reflection.
It should:
Include appropriate health and social care provision in all care settings.
Take into consideration the best models of healthcare including the recently developed Palliative
Care Services Model of Care.
Be multi-sectoral, supported by all departments and agencies of the state since dying, death and
bereavement affect all aspects of people’s lives. The state should take a lead role to drive change
across all sectors.
Be based on the recommendations in the 'Finite Lives' Reports of 2015 and 2017[2].
Be monitored by the Department of an Taoiseach to ensure implementation.
Have a dedicated budget line to underpin its action.

[2] Senator Marie Louise O’Donnell: 'Finite Lives Part 1 – How the State deals with dying, death and
bereavement among its own employees' and 'Finite Lives 2 – Dying, Death and Bereavement: An
examination of State Services in Ireland (2017)'.
All available on https://hospicefoundation.ie/welcoming-finite-livesreport/
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Pillar 2

Remembrance and Renewal

As a nation we are in the grip of a pandemic unprecedented in recent living memory. Its effect is
immediate and apparent. The necessary national response to the COVID-19 crisis has been urgent and
universal affecting all aspects of our lives: personal, familial, social, psychological and economic. Issues
related to dying, death, care, loss and grief have been brought into sharp focus by the crisis. They have
challenged and will continue to challenge how we, as a nation, confront and deal with dying, death and
bereavement.
We have prepared a discussion document, Remembrance and Renewal. In summary, we want to see
processes put in place which:
Frame the narrative surrounding dying, death, loss, care and grief to help inform future policy.
Allow for a sensitive period of national healing and open discussion of previously taboo subjects.
Provide space as a country for active collective remembrance, reflection and renewal to come
together as individuals and communities and build towards a national recovery.
Harness the power of the community and cultural responses to contribute to healing and
remembrance.
Irish citizens need to experience the government as compassionate and enabling through a process of
active collective remembrance, inclusive reflection and the building of individual, community and
national recovery through the arts. To this end, IHF recommends a tripartite approach encompassing
remembrance and reflection as we live with the reality of our living, dying and grieving in the post
COVID-19 era.
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Remembrance

A national day or week of mourning and remembrance for all who have died since the pandemic
restrictions, to express our collective connection with the bereaved and to honour, comfort and support.

Reflection

Develop a planned process to reignite the national conversation and consultation on dying, death and
bereavement in Ireland, with national leadership from government.

Actions Required in Budget 2021:
Commitment to an inclusive process of remembrance and reflection and provision of a programme
budget for activities.
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Pillar 3

PLAN for Emergent Needs and
Community Supports for Bereavement

Since March 2020, approximately 16,500 people have died in Ireland, over 1,700 as a result of COVID-19.
Most people say being together with extended family and friends is a key part of the grieving process[3].
A substantial majority of people agree the current pandemic has made Irish society rethink the way it deals
with death and bereavement. Many of the social and cultural opportunities to support bereavement have
been unavailable during the COVID-19 crisis.
Bereavement research shows us that the majority of people can and do cope with difficult and complicated
losses over time. Most people rely heavily on social support during and after bereavement. Sometimes we
look outside our circle for additional support. However recent research confirms that many people find
relating to a bereaved person hard, with over half noting they struggle with what to say to someone who is
bereaved[4]. Communities need to be supported to respond appropriately to those experiencing grief and
loss. The COVID-19 crisis gives us an opportunity to engage in effective public health education around
grief and coping with grief, to empower and encourage everyone in the community to play their role in
supporting bereaved people.

[3] https://hospicefoundation.ie/wp-content/uploads/2020/05/Irish-Hospice-Foundation-BAAttitudes-to-Death-and-Bereavement-2020.pdf
[4] ibid
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Only 27% of the Irish population say there are enough supports available for people who have been
bereaved[5]. People process their grief in their own unique way, influenced by many factors. We know
parental grief or sudden death can pose particular challenges. The experience of COVID-19 itself, and
the restrictions it has brought about, will impact on grief. This may result in an increase in the proportion
of people who need organised supports and those who require professional help or counselling. The
newly-established IHF Bereavement Support Line, in partnership with the HSE, will help to address
some needs in the community.

Services for those with additional needs are provided generally through the community and
voluntary sectors, usually face-to-face. Even prior to COVID-19, many of the local and national
organisations have been stretched. This will require addressing post COVID-19.
There is growing consensus about when grief becomes a more serious problem. In 2018 Prolonged
Grief Disorder (PGD) was noted in the International Classification of Diseases (ICD-11) and is likely to
be adopted in the upcoming edition of the Diagnostic and Statistical Manual of Mental Disorder. There
are now proven therapies for the minority (10%) that develop PGD, one of which has recently been
introduced in Ireland through the Complicated Grief Programme at IHF. The professional, therapeutic
and specialised help indicated in PGD needs to be available in a consistent and accessible way to those
who require them. We don’t yet know the impact of COVID-19, but available research has shown the
proportion of PGD could be high as 25%. We may see a rise in prolonged or complicated grief as a result
of death experience in COVID-19. To date, PGD is not recognised in mental health policy and the
mental health services are currently not sufficiently trained or resourced to diagnose and support those
with PGD.

[5] https://hospicefoundation.ie/wp-content/uploads/2020/05/Irish-Hospice-Foundation-BAAttitudes-to-Death-and-Bereavement-2020.pdf
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Future mental health policy needs to address bereavement through evidence-based approaches.
It is now timely to build on the work championed by IHF and our partners and lead the development
of a national response to grief and bereavement. This would result in a coherent plan for bereavement
care into 2020-2023 with a review of resources required to maintain and grow, to standards, important
peer-based and community services.
This would see Ireland further developing the following:
Effective public health education around grief and coping with grief.
An assessment of the capacity of voluntary, psycho-social, counselling and mental health services to
meet need in an appropriate and evidence-based way – level 2, 3 and 4 bereavement support. This
work needs to inform future mental health policy.
Inclusion in ‘Vision for Change’ of the need to identify and treat PGD in addition to
preventive/public health concerns about bereavement.
Provision of training for general and specialist health and social care professionals to recognise and
treat PGD/complicated grief.
Continued support of the highly successful Irish Childhood Bereavement Network (ICBN)
through commitment to sustainable, multi-annual funding.
Research programmes to explore grief and its impacts, including further longitudinal research
exploring childhood bereavements.

Actions required in Budget 2021

Commitment to the development of a coherent plan for bereavement care 2020-2023 with a
review of resources required to maintain and grow, to agreed standards, important peer-based
and community services. This should be led by the Department of Health, as part of mental
health policy and strategy.
Train the trainer programme in identification of grief complications and appropriate therapeutic
interventions.
Seed funding of €100,000 in 2021 to begin this process.
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Pillar 4

ESTABLISH a dedicated Programme of Work
to improve end-of-life and palliative care
in Nursing Homes

Specialist palliative care is now excellently provided by the voluntary hospice movement and the HSE
in in-patient and acute hospital settings. Continued investment in this sector is essential to maintaining
and growing these services. The forthcoming new National Policy on Palliative Care is welcome.
COVID-19 has highlighted other areas of end-of-life and bereavement need – primarily in the
community and generalist palliative care settings, such as residential care. At the time of writing, 56%
of deaths from COVID-19 are in nursing homes.
At a macro level, the provision of care within nursing homes and how this is supported is set to become
a national debate. While the significant pressures on the nursing home sector due to demographic,
social and economic factors have been highlighted for many years, it has taken the COVID-19
pandemic to bring many of these issues starkly into the public arena.
The recommendations in an interim report by the Oireachtas Special Committee on the COVID-19
Response include the view that lessons must be learned from the experience of end-of-life care during
the COVID-19 crisis. This is an experience that must not be repeated and must be actively planned for
as part of any preparation for further waves of COVID-19 infection[6].

[6]https://data.oireachtas.ie/ie/oireachtas/committee/dail/33/special_committee_on_covid19_response/reports/2020/2020-07-31_interim-report-on-covid-19-in-nursing-homes_en.pdf
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IHF has supported and provided a programme of interventions to nursing homes and residential care
settings. The aim of this programme, called 'Compassionate End of Life' (CEOL), is to promote
a quality improvement approach to dying, death and bereavement, and includes: staff training, staff reviews
of end-of-life care including a bereaved relatives survey, initiation of quality improvements and ongoing
training via accredited CEOL training networks with inputs from palliative care services. IHF has been
running this programme in nursing homes for seven years, with participation from approximately 160
nursing homes.
There is now an opportunity to review the nursing home sector and identify the changes required. While
some of these will result from the State’s response to COVID-19, other changes may be sector specific e.g.
staff training in end-of-life care, access to appropriate medical and palliative care, opportunities for
Advance Care Planning and HIQA inspections that would include a wider range of themed inspections in
end of life.

Actions required in Budget 2021

We ask for funding for:
A dedicated national and sustained programme of work to improve end-of-life and palliative care
in nursing homes, which would involve all relevant stakeholders. IHF is very willing to contribute
our experience and expertise in the development and provision of such a programme.
An initial working budget of €500,000 to commence such a programme.
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Pillar 5

ENABLE more people to die at home

Most adults in Ireland say they want to die at home. It’s a simple vision; yet, anecdotal and scientific
evidence suggests this is becoming rarer and harder to achieve. COVID-19 has strengthened our belief
that more can and should be done to enable people live and die at home.
However, there have been a number of unintended consequences relating to remaining at home:
A reduction in the use of mainstream health services and decreased supports to older persons
within the home.
Many people being unable to visit their loved ones - particularly challenging if their loved one was
nearing end of life.
Exhaustion on the part of carers as there has been little respite relief during COVID-19.
Demand for Nurses for Night Care (IHF funded) and Night Nursing (ICS funded) rose as
families dealing with the imminent death of a loved one at home needed supports during the
night.
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Not everyone can, or should die at home. However, evidence gathered by IHF[7] and other Age Sector
partners suggests that more can be done to enable more choice of place of care as death approaches - to
allow people to be cared for as long as possible and if possible, to die at home. COVID-19 has
strengthened that belief. With the correct supports and interventions, we can ensure people can still
experience a good end of life with quality care in their homes, supported by GP and primary care
services, hospice home care and in-house home care schemes.
There is an urgent need to invest in and support palliative and end-of-life care in the community via
primary care. IHF has been active in supporting Primary Palliative Care by hosting a national
committee on primary palliative care since 2010. Many challenges facing the Irish acute healthcare
system could be alleviated by enhancing primary care in the community, especially in the context of the
emergence of new models of care for chronic disease management and in the provisions and changes
outlined in Sláintecare.
People are living longer with more illnesses many of which can be unpredictable in nature, often with a
long trajectory and are associated with a symptom burden similar to cancer. Increasing numbers of
people with these and other long-term, life-limiting illnesses can present to their GP after experiencing
a sudden deterioration. The need to expand specialist knowledge to generalists working in the
community is necessary to cope with these and future shifts in addition to enhancing out-of-hours
capacity and skills. As a result, investment in more palliative, end-of-life and Advance Care Planning
and bereavement care in the community allows for GPs and primary care teams to provide and coordinate care for those patients who are imminently dying, in their own home and also in nursing
homes. IHF has a formal partnership with the Irish College of General Practitioners (ICGP) which
has already in 2020, seen the re-development and rollout of the ICGP Certificate Course in Palliative
Care (with support from the HSE).

[7] https://hospicefoundation.ie/wp-content/uploads/2014/12/EnablingMore-People-to-Die-at-Home1.pdf
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More can be done to facilitate people at end of life to be cared for and to die in their home setting if
that is their wish. This can and should become the norm for those who choose it and should become
part of national health and social care policy. We need to think more about place of care and end of
life. Immediate actions to address this include, the restoration of:
Respite care and other services (as soon as public health advice deems it safe to do so).
Rapid access to palliative care and support at all times of the day and night, including hospice
home care teams to fulfil local community needs.

Actions Required in Budget 2021:
We ask for government commitment to develop a statutory home care scheme to enable more people
to remain at home towards end of life, regardless of whether there is a family carer(s) in place. The
provision of a statutory home care scheme should be considered essential post-COVID.
IHF funding of Nurses for Night Care (for those with non-cancer illnesses) costs in excess of
€850,000 per annum, with Irish Cancer Society funding the cancer component. This year additional
funding was provided. However, the long-term commitment by the state to fund 50% of this service
(as outlined in the 'HSE Palliative Care Framework') is still not in place. The total cost of this service
is €3.2 million and a commitment of 50% funding of €1.6m is well overdue.
We ask government to:
Fund 50%+ State funding for the Nurses for Night Care service at a cost of €1.6m.
Engage with IHF, and other partners to explore how more patients can be facilitated to remain,
and to die at home. This will include:
Providing facilities and supports for rapid discharge from hospital for dying patients, including
the provision of necessary community services.
Exploring how to enhance capacity of Primary Care Services to support GPs, public health
nurses and other community care providers to provide good generalist palliative and end-oflife care. This should facilitate effective methods of communication between mainstream and
out-of-hours services, thus preventing unnecessary emergency hospital admissions
Funding appropriate training for family carers providing basic palliative and end-of-life care in
the home.
Grant IHF seed funding of €500,000 in 2021 to begin this process.
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Pillar 6

FACILITATE dialogue and planning for
end of life

We know many people are unprepared for end of life. They have not thought about or acted on
planning for a time when they may not be in a position to speak for or make decisions for themselves
about their future care or end-of-life preferences[8]. We know many of those who would like to
express preferences for care at end of life were uncertain as to how to go about it[9]. Legislation from
2015, which enshrines people’s right to make a legal Advance Healthcare Directive has not been fully
commenced[10].
IHF believes we all have a right to be involved in the decision-making process regardless of illness, age,
ability or life circumstance. IHF has been to the forefront in the development of a citizen-led tool for
Advance Planning, called Think Ahead. More support is required to bring the concept of thinking
ahead and the Think Ahead tool to individuals facing end of life, public audiences and communities
within Ireland, to encourage and enable them to open up conversations and plan for end of life. That
this work is solely led by a charity is no longer acceptable. State support is needed now, more than ever,
to allow people plan for their end of life.

[8} https://www.safeguardingireland.org/80-have-not-considered-where-they-would-like-to-be-cared-for/
[9] https://www.safeguardingireland.org/95-have-not-recorded-plans-for-their-future-healthcare/
[10] Assisted Decision-Making (Capacity) Act 2015
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Advance Planning for end of life for every individual is a process, not a once-off event. Done properly,
it can enable people to think, record and share with others their wishes, values, beliefs and preferences
so they are heard and understood should a time come when they cannot speak for themselves.
In healthcare, the concept of Advance Care Planning is considered to be part of good healthcare for
those nearing end of life. However, some people wish to be more specific and seriously consider what
treatments they would not like to receive in the future and document these in an Advance Healthcare
Directive. The Oireachtas has legislated for Advance Healthcare Directives (part 8 of the Assisted
Decision-Making (Capacity) Act 2015 - ADMA). The ADMA was enacted in 2015. However, it
needs financial, political and general support for its full implementation. We welcome commitments in
the PFG to commence this Act.

Actions required in Budget 2021

We ask the government to drive the full commencement of the ADMA to include part 8 and
crucially, the establishment of a register for Advance Healthcare Directives. In addition, the ADMA
must be resourced in order to allow a complete and speedy commencement process in line with the
plans of the Director of Decision Support Services (DDSS). The development and agreement of the
Codes of Practice and Guidelines for Health and Social Care professionals.
We ask for funding to:
Conduct a public awareness campaign about the provisions of the Act (a responsibility of the
DDSS under ADMA) supported by Government, IHF and others.
Support citizen-led initiatives, such as Think Ahead, to encourage and enable people to think, to
talk and to plan ahead for their end of life.
Seed funding of €100,000 in 2021 to begin this process.
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Pillar 7

INTRODUCE a new National Mortuaries
Programme

We know that 43% of the average 30,000 people who die each year in Ireland die in the Acute
Hospital sector. Many are brought to the mortuary before being transferred out of the hospital. In
many regions in Ireland, people who die suddenly or from fatal injury are brought directly to the
mortuary. Unfortunately, the majority of mortuaries in our public hospitals are in a state of disrepair
and are far from being places which invoke feelings of respect and reverence for death and
bereavement. Such environments can add additional stress and distress to those grieving and bring
further pressure at a time when they are both most susceptible and most vulnerable. This can have a
huge impact on relatives' memories of the death and on their grieving experience. It also has the
potential to further undermine public confidence in the healthcare system.
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COVID-19 has added impetus to IHF’s call for a National Mortuaries Campaign to enable hospitals
to refurbish or rebuild mortuaries, thus improving the national standard and responding to an evident
need. According to IHF Design & Dignity guidelines (adopted by the HSE), mortuaries should be a
sanctuary and convey a sense of reverence and respect for life, death and bereavement. Many mortuaries
in addition do not have the capacity required to cope with pressures, such as the COVID-19 pandemic.
Using the knowledge and experience from the successful and collaborative IHF Design & Dignity
programme, significant work has already been undertaken to identify the sites in most need and this
can be provided on request. This assessment will be augmented by further information from the HSE
conditions survey of all Acute Hospitals across Ireland commenced in 2019. Funding of €15 million for
this programme was under discussion with HSE/DOH prior to the pandemic.

Actions required in Budget 2021
We ask request the following:
An initial €3 million fund for a National Mortuaries Renovation Programme.
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