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2020 AT A GLANCE  

 ▶ Adapted and reoriented activity in response to the COVID-19 pandemic

 ▶ Supported Voices4Care involvement - 46 members

 ▶ Produced seven videos of palliative care experiences

 ▶ Delivered online workshop on Implementation Science for Palliative Care Research - 30 attended

 ▶ Hosted 9th Annual Palliative Care Research Network (PCRN) Symposium on Community-based Palliative 

Care (online) - 139 attended

 ▶ Engaged with 54 leading researchers in the Palliative Care Research Network

 ▶ 38 new members joined Early Career Research Forum bringing total membership to 148

 ▶ Hosted EAPC international research seminar ‘Public Health Research in Palliative Care – Towards Solutions 

for Global Challenges’ (online) - 123 delegates

 ▶ Supported good care through COVID-19 with26 Project ECHO AIIHPC webinars - 11,572 participants

 ▶ Led on development of EDUPALL website in ERASMUS funded project for European undergraduate 

palliative medicine curriculum

 ▶ Commissioned survey of public understanding of palliative care - 1500 participants

 ▶ Supported palliative care quality improvement programme

 ▶ Coordinated seventh annual Palliative Care Week, with theme of ‘In This Together’, considering the 

ongoing impact of COVID-19
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Foreword

A leading organisation with national and 
international influence, All Ireland Institute 
of Hospice and Palliative Care (AIIHPC) drives 
excellence in palliative care. The year 2020 was an 
extraordinary one for all of us. As with all of society, 
with the arrival of COVID-19 in Ireland in March we at 
AIIHPC had to adapt personally and professionally. 
In line with Government recommendations, the 
AIIHPC team began working from home the week 
beginning Monday 16 March.

Social and physical distancing requirements meant 
there were no opportunities for AIIHPC to host or 
to attend in-person events for the remainder of 
2020. The value of such events are the opportunities 
provided for meeting colleagues and for building 
new relationships and networks. Where AIIHPC’s 
work to improve palliative care though advancing 
education, research, policy and practice, could 
be taken forward online, AIIHPC switched to this 
delivery method.

AIIHPC responded to the pandemic by offering 
support to its partners, and to other colleagues in 
health and social care across the island, to support 
the delivery of good care. AIIHPC’s response between 
March and September focussed on two areas 
particularly: webinar delivery and the use of The 
Palliative Hub – Professional as a key information 
resource. 

AIIHPC’s webinar series began with Nursing Homes 
but Project ECHO AIIHPC developed into a series of 
five webinars for: 1) Nursing Homes, 2) Intellectual 
Disability Services, 3) Mental Health Services, 4) 
Disability Services, 5) Children with Complex Care 
Needs. More detail on the Project ECHO AIIHPC 

webinar programme is provided in the Education 
section of this annual review and on the information 
resources provided for professionals in The Palliative 
Hub section.

The involvement of 46 people with a range of 
palliative care experiences and interest in palliative 
care improvement was supported through 
Voices4Care. Meetings were held in person early in 
2020 but were switched to virtual events in the latter 
part of the year, as we all became more familiar with 
‘Zoom’ meetings. I am grateful to the Voices4Care 
members for not only giving their time voluntarily 
but for continuing to be involved through what was 
a difficult year.

AIIHPC continued to support palliative care research 
with highlights including the online Palliative Care 
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Research Network (PCRN) annual symposium 
in December, with 139 attending, and hosting 
an online workshop on implementing research 
into practice. AIIHPC was delighted to be invited 
by the European Association for Palliative Care 
(EAPC) Reference Group on Public Health and 
Palliative Care to host its international seminar 
in November, which had 123 delegates. We were 
delighted to have four new PCRN members 
and 38 new members joining the Early Career 
Researcher Forum during the year.

AIIHPC facilitated a successful seventh 
Palliative Care Week in September 2020. As the 
devastating impact of COVID-19 became clear, 
Palliative Care Week needed to be relevant 
in this ongoing context and we chose as our 
theme, Palliative Care: In This Together. The 
week was enhanced again by personal stories, 
many reflecting the impact of COVID-19 on the 
participants’ care experiences.

AIIHPC continued to engage with key officers 
in government departments, at Ministerial 
level, and with other agencies across the 
island. Opportunities to improve practice and 
to influence policy were supported, and efforts 
continued to keep palliative and end of life 
care on the political agenda.

I am grateful for the dedication and hard 
work of AIIHPC’s small team in delivering on 
our work programme through what was a 
difficult year. I am also grateful to Mr Fintan 
Fagan, Chief Executive Officer of St Francis 
Hospice, Dublin, and chair of AIIHPC’s Council 
of Partners, and to all member representatives 
from AIIHPC’s 26 partners, who continued to 
support our work during 2020. The support of 
AIIHPC’s host organisation, Our Lady’s Hospice 
& Care Services, Harold’s Cross, Dublin, is very 
much appreciated. 

AIIHPC’s work is only possible because of 
the financial support from our 26 partners, 
along with that of key funders, the Health 
Service Executive, the Health Research Board 
and Health and Social Care R&D Division, 
the Public Health Agency, the Departments 
of Health (North and South), and The Irish 
Hospice Foundation. Their support is gratefully 
acknowledged. 

Karen Charnley, AIIHPC Director

Foreword
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VOICE OF 
SERVICE USERS 
AND CARERS

The voices of people with life-limiting illnesses, 
their carers and interested citizens in the wider 
community is central to AIIHPC’s work. This 
continued to be a key part of AIIHPC’s work during 
2020 but COVID-19 restrictions had an impact on the 
way this involvement took place and on the number 
of opportunities for involvement. Key aspects of 
AIIHPC’s work to involve people with palliative care 
needs, carers and interested citizens were supporting 
the Voices4Care group and delivering a Palliative 
Care Experience Video project. 

Voices4Care improving the palliative care 
experience
Throughout 2020, 46 members of Voices4Care were 
involved by AIIHPC. They informed and influenced 
palliative care education, research, policy and practice, 
in a collaborative and supportive manner within the 
context of AIIHPC’s work and the work of the wider 
palliative care community across the island of Ireland.

Most opportunities were open to all members with 
other opportunities for engagement involving smaller 
numbers of members, depending on the project 
and/or its relevance geographically. There was a mix 
of engagement methods including attendance at 
meetings and by email correspondence.  With the 
onset of the COVID-19 pandemic in mid-March, no 
further face to face meetings of Voices4Care took 
place thereafter throughout 2020. 

In the early part of 2020, two meetings in person of 
Voices4Care members were facilitated by AIIHPC. 
A meeting was held in Belfast on 10 January  of  
Palliative Care in Partnership Voices4Care (NI 
members) with colleagues from the regional 
Palliative Care in Partnership programme team. Eight 

members attended when they had an opportunity to 
discuss and inform the development of the Palliative 
Care in Partnership website. They also heard updates 
on the regional programme, the development of the 
Northern Ireland Cancer Strategy and preparation 
for a Quality Survey under the National (UK) Audit of 
Care at the End of Life (NACEL).

The first meeting of 2020 to which all Voices4Care 
members were invited was held in Dublin on Friday 
31 January. Twelve members attended. As well as 
hearing about AIIHPC priorities for 2020, a significant 
part of the programme was dedicated to discussing 
Palliative Care Week 13 to 19 September 2020, and 
how Voices4Care could bring the campaign to 
their local communities. Members also heard about 
opportunities for involvement in research, including 
the Human Rights in Palliative and End of Life Care 
for Health Care Professionals project.

In early 2020, AIIHPC explored an opportunity with 
HSE Quality Improvement colleagues for support for 
a project to assist deeper involvement of Voices4Care 
members in bringing Palliative Care Week to their 
local communities. AIIHPC met HSE colleagues in 
February and a project proposal was submitted to 
the Quality Improvement team in March but, given 
how the COVID-19 pandemic developed, the project 
became unfeasible.

There was ongoing contact with Voices4Care 
members in relation to informing Palliative Care Week 
2020, including sharing draft promotional materials 
and engaging in Palliative Care Week activities, 
including on social media. 

In August, a letter from the Director was sent to all 46 
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VOICE OF SERVICE USERS AND CARERS

members wishing them well and acknowledging the 
difficult period we had all been living through. This 
was also an opportunity to update members on plans 
for Palliative Care Week and to send members a small 
number of leaflets and social media frames.

The first Voices4Care meeting by Zoom took place 
on 2 September when the northern members met 
as part of the regional Palliative Care in Partnership 
programme (NI). Members received an update on 
the Programme and National Audit of Care at the 
End of Life – NI Round 2 Findings. Members also 
had the opportunity to feed into the ‘Your Life, Your 
Choices  Plan Ahead booklet’ and review and the draft 
Palliative Care in Partnership programme website. 

Two more Voices4Care meetings were held via Zoom 
in November. On 20 November, colleagues from the 
Northern Ireland Regional Advance Care Planning 
Project Team met Voices4Care members resident 
in the north.  An Advance Care Planning policy was 
being developed by the Department of Health and 
four Voices4Care members had an opportunity to 
inform this, with a further opportunity for members 
unable to attend to feedback by email. 

The second meeting of Voices4Care during 2020 
to which all members were invited was held by 
Zoom on 26 November with 13 members joining the 
meeting. As well as an update on AIIHPC work and 
Voices4Care opportunities, there was a discussion 
on community-based palliative care, which was the 

focus of the Palliative Care Research Network Annual 
Symposium on 10 December, and discussion on 
ongoing engagement with Voices4Care. Members 
appreciated the opportunity to meet, albeit virtually.

Although there hadn’t been any face-to-face meetings 
of Voices4Care since January there was ongoing 
contact with members about a range of opportunities 
(as in the table below). 

Voices4Care member Daithi O’Reilly among 
panellists at the Palliative Care Research Network 
Annual Symposium
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VOICE OF SERVICE USERS AND CARERS

Month Members consulted on/participated in/invited to

January
Opportunity to become involved in a research project led by NUIG on a device to 
support people with late-stage cancer on self-management of pleural effusions from 
the lungs

Opportunity to express interest in participating in a consultation event on end-of-life 
care and place of death in Northern Ireland - Queen’s University Belfast and Marie Curie 
Belfast

Discussion on Human Rights in Palliative Care at Voices4Care January meeting with a 
member presenting feedback at workshop - Milford Care Centre, Limerick, in March

Opportunity to become a member of the review panel for the Health Research Board 
(ROI) to provide feedback on proposals submitted to the HRB and Health Research 
Charities Ireland joint-funding call 

February Macmillan Collaborative Site Regional Planning Workshop, Mossley Mill, 
Newtownabbey, County Antrim

Opportunity for members to review draft website re EU study involving Queen’s 
University Belfast, looking at providing education and support to people with advanced 
cancer and their family caregiver

March Involvement in Human Rights in Palliative Care Workshop in Milford Care Centre, 
Limerick

Opportunity to provide feedback on draft information leaflet for Queen’s University 
Belfast mySupport project

Opportunity with Trinity College Dublin to provide feedback on the design of a study 
before application for research funding on how patients and family caregivers support 
each other in decisions about care

Consultation on draft Irish Hospice Foundation public information 'Caring for someone, 
nearing end of life, at home during the COVID-19 crisis' 

April Template shared with all members to send their ideas and consider getting involved in 
Palliative Care Week 2020 in the ongoing COVID-19 context

May Views requested from members on survey idea on bereavement in COVID-19 with 
Queen’s University Belfast

Opportunity for two members of Voices4Care to join HSE National Palliative Care 
Clinical Programme Working Group (ROI)

Voices4Care activity in 2020
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VOICE OF SERVICE USERS AND CARERS

Month Members consulted on/participated in/invited to

June
Health Research Charities Ireland launched ‘MAKING A START: A toolkit for research 
charities to begin a PPI relationship’. Three Voices4Care members involved in 
development of the toolkit, and Voices4Care acknowledged in toolkit

July
Members’ comments and suggestions invited on the ‘Your Life and Your Choices: Plan 
Ahead’ booklet which the regional Palliative Care in Partnership programme (NI) was 
updating 

Opportunity for members to be participants in Palliative Care Experience Video Project 
2020, with videos to be made available in Palliative Care Week 2020

Opportunity for members to be interviewed by an Early Career Researcher Forum 
member as part of podcasts planned for Palliative Care Week 2020 

August Opportunity for carers of people with heart failure to engage in research being 
undertaken at Queen’s University Belfast

Opportunity to apply for bursary passes for patients and carers to attend the 
International Conference on Integrated Care 2020 (ICIC20) Virtual Conference, 
September 2020

September
Opportunity to feedback for a research project at NUI Galway on the suitability of a 
mobile app for people with late-stage cancer and who experience fluid build-up in the 
chest, using an app to manage symptoms at home

October
Opportunity to review draft website by researchers from University College Dublin and 
Queen’s University Belfast providing education and support to people with advanced 
cancer and their caregiver

November
Opportunity to attend the Public Health Research in Palliative Care: Towards Solutions 
for Global Challenges International Seminar on 17 – 18 November 2020. Four members 
who expressed interest invited to attend.

Opportunity to be involved in providing feedback on a research proposal from Marie 
Curie Belfast to understand the challenges and rewards that newly appointed lone 
workers experience when providing palliative and end-of-life care in the community

Opportunity to be involved in an advisory group for research project on the role of 
music therapy in supporting family carers of people at end of life being undertaken by 
Marie Curie Hospice Belfast and Queen’s University Belfast

Opportunity to inform Marie Curie and the Patient and Client Council project on grief 
experiences and support needs of people bereaved during the COVID-19 pandemic in 
Northern Ireland

Invitation to attend webinar on ‘Staying Active with Bone Metastases – What You Need 
to Know’
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Frequency Group Voices4Care 
Members

Quarterly Governance – AIIHPC Council of Partners 2

Quarterly Palliative Care Research Network (PCRN) Strategic Scientific 
Committee 2

Ongoing National Clinical Programme (ROI) for Palliative Care Working 
Group 2

Quarterly Regional Palliative Care Programme Board – Palliative Care in 
Partnership (NI) 1-2

Ongoing Locality Programme Boards (NI) 4

Other ongoing involvement

For the fourth year, AIIHPC supported by the Health Service 
Executive (HSE) Quality Improvement Division (Republic of 
Ireland) collaborated to produce seven videos highlighting a 
wide range of palliative care experiences. The videos, which 
were all recorded and produced remotely due to COVID-19 
restrictions, were made available during Palliative Care 
Week 2020. The videos are a resource to promote wider 
public conversation and discussion around palliative care 
and to promote learning and education among health and 
social care professionals. They reflect a range of experiences, 
including living with palliative care needs during COVID-19, 
or to support someone with palliative care needs during the 
pandemic. We are grateful to the participants who were so 
generous in sharing their stories which include experiences 
from children’s palliative care through to palliative care for 
adults. Filming took place remotely with participants from 
Donegal, Down, Dublin, Fermanagh and Mayo. The videos, 
along with a transcript of each film, are available on 
www.thepalliativehub.com

Palliative Care Experience Videos 2020

The Villena family featured in the Palliative 
Care Experience Videos and in media during 
Palliative Care Week

Month Members consulted on/participated in/invited to

Involvement in reviewing a research proposal on equality of access to palliative care 
services for the Palliative Care Research Network proposal to the Health Research Board 
for a Collaborative Doctoral call - 12 members interested

December Opportunity for panel member involvement at Palliative Care Research Network 
Symposium and attendance at online event

Opportunity to get involved in Steering Group for the Regional Advance Care Planning 
programme of work being taken forward by the Department of Health (NI)
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Prof Joanne Reid, PCRN Chair

RESEARCH

Palliative Care Research Network   
In 2012, All Ireland Institute of Hospice and Palliative 
Care (AIIHPC) established the Palliative Care 
Research Network (PCRN) to address the need for 
more collaborative multidisciplinary research in 
palliative care on the island of Ireland. The PCRN 
brings together leading researchers in palliative and 
end of life care to share knowledge and collaborate 
to improve quality of life for people with palliative 
care needs. It does this by producing evidence-based 
research that changes practice through education 
and informs policy. 

In 2020, the PCRN was delighted to welcome new 
members, Prof Maria Brenner, School of Nursing and 
Midwifery, Trinity College Dublin, Dr Maura Dowling, 
School of Nursing and Midwifery, National University 
of Ireland Galway, Prof Nicole Müller, Head of Speech 
and Hearing Sciences, School of Clinical Therapies, 
University College Cork, and Dr Tony Foley, School of 
Medicine, University College Cork, and a practising 
GP in Cork. In 2020, there were 54 members of the 
PCRN. 

The PCRN Strategic Scientific Committee is 
responsible for supporting AIIHPC with the 
strategic development of the network. The scientific 
committee met in March, June, September and 
December 2020. The Chair, Prof Joanne Reid, Queen’s 
University Belfast, Vice-Chair, Prof Suzanne Guerin, 
University College Dublin, along with committee 
members from the island of Ireland focussed on 
implementing the PCRN Strategic Plan (2017-2022). 
Areas for discussion included collaborative research 
funding opportunities, planning events, Voices4Care 
involvement in research, development of the PCRN 
and Early Career Researcher Forum and knowledge 
transfer and dissemination. 

During 2020, members were supported to share 
their expertise and research with 115 researchers and 
clinicians on the island of Ireland and internationally 
through a series of seven online PCRN webinars. 
Topics included economic studies in palliative care (Dr 
Peter May), qualitative design and grounded theory 
(Dr Geraldine Foley), HRB Open Research Platform 
(Dr Bridget Johnston), advance care planning and 
COVID-19 (Dr John Lombard), research publications 
(Prof Suzanne Guerin), Fulbright fellowships (Dr Suja 
Somandahan), and research evidence and clinical 
guidelines (Dr Loreena Hill).  

In September, AIIHPC were delighted to welcome 
Clodagh O’Donovan who joined the team as PCRN 
Project Manager. Clodagh brings a wealth of 
experience and expertise to the role and is supporting 



    2020 Annual Review12

PCRN and ECRF development including Voices4Care 
engagement in research, building capacity and 
showcasing research through events, blogs and 
podcasts. 

PCRN’s Early Career Researcher Forum 
The PCRN’s Early Career Researcher Forum (ECRF) 
provides opportunities for early and mid-career 
researchers in palliative care to access peer and 
mentor support, develop links with senior researchers, 
participate in capacity building workshops and 
share knowledge across disciplines. In 2020, 38 new 
members joined the forum with total membership at 
148.

During the year, AIIHPC supported the ECRF 
Committee including Chair Monika Pilch and Vice-
Chair Dr Mary Nevin, to develop an action plan to 
support further development of the forum. This 
included a podcast series, presented by Dr Stacey 
Power-Walsh, to showcase and support members’ 
work which was launched during Palliative Care 
Week; blog articles to promote members’ research; 
a quarterly newsletter developed by Dr Deborah 
Muldrew and Dr Serena Fitzgerald to improve 
communication; and development of @ECRF_

AIIHPC Twitter handle by Yvonne Muldowney to 
support member engagement. 

The ECRF members were also supported to showcase 
their work at the 9th Annual Palliative Care Research 
Network Symposium during an abstract session. 
Joint prize winners (pictured below) were Dr Anne 
Fee, Ulster University, and Julie Goss, Advanced Nurse 
Practitioner, Our Lady’s Hospice & Care Services.

Clinical Research Prioritisation with Hospice 
Partners 
AIIHPC’s PCRN strategy includes providing support 
for hospices on research readiness. On 30 January, 
AIIHPC delivered a workshop to support Dr Aidan 
McKiernan and Dr Joanne Balfe from LauraLynn 
Ireland’s Children’s Hospice and Prof Suzanne 
Guerin, University College Dublin, to identify research 
priorities. The participants included members of 
the multi-disciplinary team who identified potential 
research areas to support further development of 
LauraLynn’s research strategy.

Human Rights and Palliative Care 
Challenges 
During 2020, AIIHPC aimed to improve shared and 

  
Dr Anne Fee, Ulster University Julie Goss, Our Lady’s Hospice & Care Services

RESEARCH
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Prof Charles Normand

ethical decision-making for people with palliative 
care needs through the development and delivery 
of interdisciplinary workshops for health and social 
care professionals. The workshops delivered on 2 
March in Milford Care Centre, Limerick, and 15 October 
online, included legal and clinical case presentations 
by subject experts, PCRN member Dr John Lombard, 
School of Law, University of Limerick, and Jacqui 
Graves, Human Rights Lead, Sue Ryder UK, in 
collaboration with AIIHPC’s Voices4Care and the Irish 
Hospice Foundation. Thirty-one participants attended 
the events with the online event being certified by 
the Nursing Midwifery Board Ireland and the Royal 
College of Physicians Ireland. The project was funded 
by the Irish Human Rights and Equality Commission. 

Contemporary Challenges, Palliative Care 
and Law
On 25 March, Dr Mary Rabbitte, presented on palliative 
care and the need to understand the perspectives of 
care to more than 20 students at NUI Galway School 
of Law and Disability Policy. 

Implementation Science for Palliative Care 
Research
In June, Marie McKeon, AIIHPC Knowledge Transfer 
Project Manager, facilitated a capacity-building 
online workshop on how to implement research 
into practice using a standardised implementation 
approach. Thirty participants attended the workshop 
that was developed to support AIIHPC PCRN and 
ECRF members and AIIHPC clinical partners to plan 
implementation strategies for research proposals 
and findings. The online workshop included a 
presentation by Associate Prof Catherine Hayes, 
Specialist in Public Health Medicine, Public 
Health & Primary Care, Trinity College Dublin, on 
implementation science theories, models, and 
frameworks. There was also interactive group 
work with Dr Mark Pearson, Senior Lecturer in 
Implementation Science & Knowledge Mobilisation, 
Wolfson Palliative Care Research Centre, Hull York 
Medical School.

Supporting Palliative Care Research 
In July, AIIHPC in collaboration with Dr Jane Carrigan, 
Dublin City University’s Research and Development 
Officer from Humanities and Social Sciences, 
delivered an event to support staff and researchers 
in DCU to identify opportunities for research in 
palliative care. The event provided the opportunity 
for AIIHPC’s Director Karen Charnley with Dr Mary 
Rabbitte to highlight the value and benefits of being 

involved in palliative care research and helped DCU 
to identify potential researchers who could benefit 
by joining AIIHPC networks. 

Palliative Care and Future Challenges for 
Ireland
During Palliative Care Week, PCRN member Prof 
Charles Normand, Emeritus Professor of Health 
Policy and Management, Trinity College Dublin and 
Professor of the Economics of Palliative Care and 
Rehabilitation, King’s College London, delivered a 
webinar on Palliative Care and Future Challenges 
for Ireland. Sixty-three participants from the island 
of Ireland and internationally attended the event 
where Prof Normand presented the latest evidence 
and insights on the challenges facing palliative care 
services. 
 
Developing a Dissemination Strategy for 
Palliative Care and Health Research 
AIIHPC developed a free eLearning course to support 
palliative care and health and social care researchers, 
educators and professionals to build capacity in 
sharing evidence-based messages, knowledge 
and findings. The course offers learners step-by-
step guidance on how to develop, activate and 

RESEARCH
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evaluate a research dissemination strategy using 
a structured approach to maximise outcomes. It 
contains eight short modules, four palliative care 
research case studies, learning resources and is 
supported throughout with narration, imagery and 
videos. The course content and materials provided to 
learners are evidenced-based and were developed in 
collaboration with AIIHPC, University College Dublin 
and Ulster University. 
 
11th European Association for Palliative Care 
(EAPC) World Research Congress 
The EAPC Congress took place virtually from 6 to 8 
October and AIIHPC hosted a virtual stand to promote 
the work of the PCRN and ECRF to an international 
audience. Highlights of PCRN and ECRF members’ 
engagement at the event included a presentation by 
Dr Mary Nevin, Vice-Chair of ECRF, on the development 
of core indicators of non-specialist palliative care in 
hospitals, as well as poster presentations by PCRN 
members Dr Cathal Cadogan, Prof Suzanne Guerin, 
Prof Sonja McIlfatrick, Dr Felicity Hasson, Prof George 
Kernohan, Prof Kevin Brazil, Prof Joanne Reid, Prof 
Karen Ryan and ECRF members Dr Niamh Cleary, Dr 
Bernadette Brady and Dr Kevin Connaire, as well as 
AIIHPC’s Dr Cathy Payne and Dr Mary Rabbitte. 

AIIHPC and Irish Cancer Society Webinar 
‘Staying Active with Bone Metastases, What 
You Need To Know’
On 23 November, AIIHPC hosted a webinar with the 
Irish Cancer Society, delivered by PCRN member Dr 

Emer Guinan and Dr Grainne Sheill, Trinity College 
Dublin and St James’s Hospital. The webinar, inspired 
by Emer’s ongoing research, targeted people with 
bone metastases, their family members and health 
and social care professionals and others with an 
interest in exercise for people with bone metastases. 
Current literature and evidence-based guidelines in 
this area were communicated to the audience in a 
meaningful and manageable way. The webinar was 
very well attended with a total of 319 attendees on 
the day and almost 400 people viewed the webinar 
recording after the event.

PCRN 9th Annual Symposium ‘Community 
based Palliative Care’
On 10 December, AIIHPC hosted the 9th Annual 
Palliative Care Research Network (PCRN) Symposium 
online. The symposium is an island of Ireland event 
that promotes the impact of palliative care research 
to improve palliative care by changing practice and 
policy. Among the 139 participants who attended 
the symposium from the island of Ireland and 
internationally were researchers, health and social 
care professionals, service providers, policy makers, 
charity organisations, funders, family carers and 
interested citizens. The symposium focussed on 
research to support community-based palliative 
care and highlights included international keynote 
presentations on outcome measures by Prof Kathy 
Eagar, University of Wollongong, Australia, new 
models of community-based palliative care by 
Prof Fliss Murtagh, Hull York Medical School, Cicely 

In panel session at the PCRN Annual Symposium are Prof Suzanne Guerin, Dr Brian Creedon, Prof Fliss 
Murtagh, Prof Kathy Eagar and Mr Daithi O’Reilly

RESEARCH
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Saunders Institute, King’s College London, and role 
of primary and GP care in providing palliative care 
by Prof Scott Murray, University of Edinburgh. There 
was a lively panel discussion that also included 
panel members Dr Brian Creedon, HSE National 
Clinical Lead for Palliative Care, and Daithí O’Reilly, 
Voices4Care member. The symposium also included 
an ECRF abstract session and a celebration of the 
role of palliative care community nurses during the 
WHO Year of the Nurse and the Midwife.

National Institute for Health Research (NIHR) 
and Charities Hospice Consortium Webinar
On 17 December, AIIHPC supported an online 
research webinar for NIHR that included a joint 
presentation on out-of-hours palliative and end of 
life care from service user priority to research and 
implementation by Dr Sabine Best, Marie Curie UK, 
with Dr Mary Rabbitte, AIIHPC.

AIIHPC responded to and supported PCRN 
members with applying for funding calls 
including: 

PCRN Development 2020 – 2023
In September 2020, the Health Research Board 
and Health and Social Care R&D provided further 
funding support to AIIHPC for the PCRN from 
2020- 2023. This followed a proposal submitted by 
AIIHPC in May. The funding will support two part-
time project managers, PCRN Project Manager 
and Knowledge Transfer Project Manager, who will 
work with colleagues within AIIHPC to continue 
to support the PCRN including the delivery of its 
Strategic Vision.
 
Shaping Palliative Care Policy considering 
COVID-19 
In October 2020, AIIHPC was successful in securing 
funding from the Irish Human Rights and Equality 
Commission to support research to understand the 

palliative care experiences of people living in nursing 
homes, their families, and staff during the COVID-19 
pandemic. AIIHPC would be working with PCRN 
members Dr John Lombard, Law, and Dr Owen 
Doody, Nursing and Midwifery, in the University of 
Limerick along with key stakeholders including the 
Health Service Executive, Decision Support Service, 
Nursing Homes Ireland, Irish Hospice Foundation, 
Age related Healthcare Department, Tallaght 
Hospital, Medicine for the Elderly, St Vincent’s 
Hospital, Dublin. 

Progressing Sláintecare Delivery from 
Proposal to Implementation: Insights from 
Palliative Care in Ireland
AIIHPC supported PCRN member Dr Bridget 
Johnston, Trinity College Dublin, who successfully 
secured funding from the Health Research Board’s 
Applying Research into Policy and Practice scheme. 
The project will focus on using palliative care as a 
case study to look at the delivery of Sláintecare and 
was due to start in 2021. 

Health Research Board (HRB) Collaborative 
Doctoral Fellowship Programme 
In December, AIIHPC supported the PCRN to 
submit a proposal to the HRB Collaborative Doctoral 
Awards for Patient-focussed Research 2021. The 
proposal aims to expand palliative care across 
health systems and is led by Prof Suzanne Guerin, 
University College Dublin and co-led by Prof Sonja 
McIIfatrick, Ulster University, and involves PCRN 
members across the island of Ireland. 

Ongoing networking opportunities
During 2020, AIIHPC was very pleased to meet with 
colleagues from Cystic Fibrosis Registry, National 
Cancer Registry Ireland, Irish College of General 
Practitioners (ICGP), National Institute of Health 
Research (NIHR) Hospice Consortium Partnership, 
Hospice UK, Isle of Man Hospice to name a few. 

RESEARCH
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Project ECHO AIIHPC  
Project ECHO (Extension for Community Healthcare 
Outcomes) is an internationally recognised 
collaborative model of health education and care 
management that empowers health professionals 
everywhere to provide better care to more people, 
where they live. AIIHPC has been actively engaged 
in the Project ECHO international community 
since 2017. All four funded phases of Project ECHO 
AIIHPC, including independent evaluations, are now 
complete.

On Tuesday 11 August 2020, a Project ECHO 
AIIHPC Evaluation Workshop was held. This was an 
opportunity to reflect on what has been learned 
during three years of engaging with Project ECHO, 
including the conclusions of external evaluations 
and to consider future plans for project delivery. The 
workshop presentations were made available on the 
Palliative Hub - Professional.

Project ECHO AIIHPC: Webinars 
In response to the COVID-19 pandemic, AIIHPC 
worked with a range of key collaborators to develop 
a series of 60-minute Project ECHO AIIHPC Webinars. 
The objective of these webinars was to provide urgent 
and ongoing information and support networks and 
an opportunity for two-way communication between 
primary care staff working within a wide range of 
residential and care home settings and services, 
and agencies working with and for them. Between 
March and September 2020, 26 webinars were 
delivered with 11,572 people attending one or more 
of the sessions. Presentations were recorded and the 
resulting videos had been viewed 10,202 times by 25 
November 2020 (see infographic on page 17). This 
project was shortlisted in the Irish Health Care Awards 
2020: Educational Meeting of the Year category.  

Presentations from the Project ECHO AIIHPC 
webinars were made available on the Palliative Hub 
Professional COVID-19 section.
  
On Thursday 2 July 2020, AIIHPC also supported the 
Irish Gerontological Society to deliver a webinar for 
their members on ‘The Experience of Health Care 
Workers in the Field of Gerontology’.

 
EDUPALL – Erasmus + 

As a partner in the ERASMUS-funded EDUPALL 
project, AIIHPC continued to lead on key tasks in 
order to support the completion of the project in 2020. 
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The aim of EDUPALL was to develop a medical 
undergraduate palliative care standardised 
curriculum with supporting teaching materials. 
The project team comprised of palliative care 
experts and teaching and learning experts from 
Romania, Belgium, Ireland, Germany, Austria 
and Spain. 

Online training materials are openly available to 
view in English on the Palliative Hub Learning 
Platform. AIIHPC also led on the development 
of the project website which was launched this 
year www.edupall.eu and co-authored several 
peer reviewed publications. 

From 21 - 23 July 2020, EDUPALL delivered a 
series of free webinars with leading palliative 
care clinicians and teachers which can be 
viewed on www.edupall.eu

Palliative Care, End of Life and 
Bereavement Education Database 
The database continued to be updated by 
AIIHPC and included 193 courses f rom 40 
providers. These range f rom short courses 
to Masters level programmes provided by 
a wide range of organisations including 
AIIHPC’s partners.

Palliative Care Competence Assessment 
Framework
AIIHPC brought the leaders of the post-
graduate palliative care programmes in the 
Republic of Ireland together to collaborate 
to develop a ‘National Standard’ Clinical 
Competence Assessment Document for 
Palliative Care. The group met on three 
occasions and they collaborated on producing 
Assessment Documentation which can be 
adapted for use by each academic partner.

Hospice Education Providers 
AIIHPC continued to support the Hospice 
Education Providers Network in 2020. 
Gareth Wescott, Our Lady’s Hospice & Care 
Services, and Dr Cathy Payne ran two online 
workshops for hospice educators on how to 
develop materials using H5P in September 
2020. The aim was to support and encourage 
partners to develop sharable innovative 
teaching resources that engage learners 
through interactivity. 

EDUCATON
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Social Workers 
During 2020 several meetings took place of the sub-
group which oversaw the production of the report 
‘Opportunities for Social Worker Development in 
palliative or end-of-life care within the island of 
Ireland’.  A conference was in the early stages of 
planning but was postponed. AIIHPC continues 
to support social workers from both jurisdictions 
regarding potential pathways for palliative care social 
workers to upskill and support succession planning.

Palliative Wound Care
AIIHPC was invited to be involved in a steering 
committee and to be a partnership institution 
with NUI Galway, for a submission to the European 
Association for Palliative Care (EAPC) to form a new 
international task force on palliative wound care. This 

task force has been approved by the EAPC and AIIHPC 
continued its involvement in 2020. Part of the focus 
of the task force is to develop education resources, 
following international scoping of core elements of 
identified need for undergraduate and post-graduate 
training in palliative wound care. 

Specialist and advanced palliative care 
nursing 
Work began to explore specialist and advanced 
palliative care nursing and the standard and level 
of education required to meet the increased and 
complex care needs of patients and their families. 
Further engagement is planned with senior 
academics engaged in Schools of Nursing and 
Midwifery across the island of Ireland, to explore 
current and planned developments in both 
jurisdictions.  

EDUCATON
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THE PALLIATIVE HUB
The Palliative Hub is an online gateway to information 
and resources about palliative care on the island 
of Ireland. During 2020, and with funding support, 
AIIHPC worked to further develop the following 
components:

Main landing site 
The main landing site, which includes key information 
for health and social care professionals and the 
public on AIHPC’s annual Palliative Care Week 
campaign, was upgraded in 2020 to improve the 
functionality and security.

The Palliative Hub – public facing sites
The public facing sites (The Palliative Hub - Children 
and Young People, The Palliative Hub – Adult and 
The Palliative Hub – Caring for Carers) support people 
with life-limiting conditions, their families, carers 
and the wider public. Content has been updated in 
collaboration with our partner organisations. 

The Palliative Hub - Learning Platform
The Palliative Hub - Learning Platform has undergone 
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a significant upgrade improving the experience 
for both learners and educators. Many courses are 
free to view including information on palliative care 
awareness through to knowledge dissemination 
skills development. The Palliative Hub - Learning 
Platform also offers an environment for palliative care 
educators, including hospice education providers, 
to host their own online learning materials for staff 
training and student learning. 

The Palliative Hub Professional
The Palliative Hub – Professional is a central repository 
for health and social care professionals, academics, 
researchers and educators to access key resources 
including links to national strategy and guidance 
documents. During 2020, two main developments 
took place on this site:

I. A COVID-19 section 
This section was established and a number of 
webpages were created and maintained to support 
health and social care professionals during the 
COVID-19 pandemic. The pages included:

 ▶ Guidance for Professionals with links to a number 
of resources relevant to the Republic of Ireland, 
Northern Ireland, UK-wide and internationally.

 ▶ Induction Materials – following a request from 
colleagues in health and social care, this section 
was set up with information and resources 
targeted towards induction, particularly for 
professionals new to palliative care.

 ▶ Key Resources for Palliative Care Nurses was 
set up with content developed by Our Lady’s 

Hospice & Care Services, Dublin, in collaboration 
with AIIHPC, colleagues at St James’s Hospital, 
Dublin, and NUI Galway.

There were 28,290 page views and 20,902 unique 
page views of the COVID-19 pages between 25 
March 2020 and 15 May 2020. The average length of 
time spent on individual pages in the section was 4 
minutes 11 seconds, which is significant.

II. The Palliative Hub Professional (Research 
Zone)
During 2020, there was significant work on continual 
update of the Research Zone on The Palliative Hub 
- Professional. The Research Knowledge Transfer 
Project Manager worked with AIIHPC Palliative 
Care Research Network (PCRN) and Early Career 
Researcher Forum (ECRF) members to promote 
their work on the platform and share resources of 
interest to researchers.

Content added to the platform during 2020 included: 
 ▶ Peer reviewed publications from members of 

the PCRN and the ECRF
 ▶ PCRN Annual Symposium information including 

videos of presentations
 ▶ Researcher webinars, podcasts and blogs
 ▶ Information on projects and access to a range of 

reports, papers, videos and other materials.

Marketing and promotion
AIIHPC continued to promote The Palliative Hub via 
its newsletter, and on social media.

THE PALLATIVE HUB
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POLICY AND PRACTICE

Although AIIHPC continued to support the work of 
palliative care policy and practice across the island 
of Ireland during 2020, the Institute had to revise 
its plans due to the COVID-19 pandemic. Although 
meetings and workshops in person were restricted 
from March onwards, where policy and practice 
development could be supported through online 
activity, AIIHPC switched to this delivery method.

Supporting policy and practice
AIIHPC continued to support the work of palliative 
care policy and practice through:

 ▶ Involvement and engagement with the work of 
the National Clinical Programme for Palliative 
Care (Republic of Ireland), including Clinical 
Leads

 ▶ Continued support for the Regional Palliative 
Care in Partnership Programme (Northern 
Ireland), attending programme board meetings, 
and regular contact with programme leads and 
with Health and Social Care Trust partners

 ▶ Meeting senior colleagues in Departments of 
Health in both jurisdictions, focusing on strategic 
opportunities for AIIHPC and partners to support 
the delivery of palliative care, including potential 
opportunities under the Shared Island initiative 
in the Republic’s Programme for Government

 ▶ Ongoing support for the work of the Health 
Service Executive (Republic of Ireland) and 

Health Minister Robin Swann highlights the 
importance of raising awareness of palliative care
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regular meetings with the HSE Strategy and 
Planning Lead for Palliative Care and National 
Clinical Programme for Palliative Care

 ▶ Involvement in the development of a new 10-year 
cancer strategy for Northern Ireland as a member 
of a Palliative and End of Life Care sub-group 

 ▶ Supporting Department of Health colleagues 
with the development of an Advance Care 
Planning Policy for Northern Ireland.

Health Ministers north and south
Agreement in January by the political parties in the 
north, and the publication of New Decade, New 
Approach, led to the restoration of the Executive of 
the Northern Ireland Assembly and the appointment 
of Robin Swann MLA as Minister of Health. In the New 
Decade, New Approach Deal, palliative and end of 
life care is highlighted as one of the priorities of the 
Restored Executive. 

The appointment of a new Government by Dáil 
Éireann in June included the appointment of Stephen 
Donnelly TD, Minister for Health. 

AIIHPC congratulated both Ministers on their 
appointments and involved them in major Institute 
projects during the year. Both Ministers endorsed 
Palliative Care Week and were involved in promoting 
the week (see Public Awareness section of this 

Annual Review). Minister Swann also officially opened 
the European Association for Palliative Care (EAPC) 
International ‘Public Health Research in Palliative 
Care: Towards Solutions for Global Challenges’ 
Seminar held online over 17 and 18 November 2020. 
AIIHPC had originally planned to host this event in 
Belfast but it had to move online due to COVID-19.

On the formation of the new government in the 
Republic, AIIHPC provided a briefing note on its work 
to the Department of Health. The Department of 
Health (ROI) is one of AIIHPC’s partners. Health is an 
area where there has been and continues to be north-
south cooperation at Ministerial and Departmental 
level.

Public Health Approach to Palliative Care 
Given the focus across health and social care in 
responding to the COVID-19 pandemic, opportunities 
for engagement around developing a public 
health approach to palliative care were curtailed. 
Nonetheless, AIIHPC continued to support the 
development of a public health approach in several 
ways during 2020.

Public response to COVID-19 informs 
Palliative Care Week
Through the outworking of the community response 
to COVID-19 what is envisaged under a public health 

POLICY AND PRACTICE

 
Health Minister Stephen Donnelly endorses Palliative Care Week
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POLICY AND PRACTICE

approach to palliative care was put into action across 
many communities as they supported those in 
need. AIIHPC tapped into this by bringing these 
messages into the Palliative Care Week theme - In 
This Together.

Survey of public understanding of palliative 
care 
AIIHPC commissioned iReach to carry out a survey 
of the public in relation to their understanding of 
palliative care and palliative care in the context of 
COVID-19. In July 2020, a sample population of 1000 
people across the Republic of Ireland and 500 people 
across Northern Ireland were surveyed. Key statistics 
from the survey informed media engagement for 
Palliative Care Week 2020 (see infographics above). 
All the survey information was made publicly 
available at www.aiihpc.org as a resource for 
ongoing work in this area, including informing the 
development of an Advance Care Planning Policy in 

Northern Ireland.

EAPC International Research Seminar 
‘Public Health Research in Palliative Care: 
Towards Solutions for Global Challenges’ 
AIIHPC had been invited by the European 
Association for Palliative Care (EAPC) Reference 
Group on Public Health and Palliative Care to 
host an international seminar in 2020. The event 
was planned for Belfast in October but by spring 
2020 it was agreed that the event could not take 
place in person. AIIHPC switched to delivery of the 
‘Public Health Research in Palliative Care: Towards 
Solutions for Global Challenges’ Seminar online over 
17 and 18 November 2020. A total of 123 delegates 
registered to attend the seminar which included 
live presentations from leading researchers in 
public health and palliative care from Northern 
Ireland, Scotland, Belgium, Australia, Netherlands 
and Sweden. 
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The live sessions also featured a series of interactive 
and engaging panel discussions. In advance of 
the seminar, on demand content was available 
for delegates on The Palliative Hub – Learning 
Platform, including videos of oral presentations 
and poster presentations.  Abstract authors had the 
opportunity to have their abstracts published in 
the journal Palliative Care and Social Practice. The 
seminar was supported by funding from the Irish 
Hospice Foundation. AIIHPC organised the event 
and supported the Scientific Committee (meetings, 
development of programme, abstract process), 
engagement with keynote speakers and panel 
members, registration, liaison with Palliative Care 
and Social Practice (where abstracts were published), 
marketing of the event and development of webpage 
and online platform.

Report on Round Table
A Report on the Round Table on a Public Health 
Approach to Palliative and End of Life Care on 

the island of Ireland held in December 2019 at 
Ballymascanlon House Hotel, Dundalk, was also 
published in 2020. The event was supported by the 
Irish Hospice Foundation and jointly hosted by AIIHPC 
and the IHF, with the involvement of the Northern 
Ireland Regional Palliative Care in Partnership 
Programme. 

Children’s Palliative Care Strategic Advisory 
Group
The Director represented AIIHPC on the Children’s 
Palliative Care Strategic Advisory Group (ROI) which 
met several times during 2020. The group includes 
representation from the HSE, along with children’s 
palliative care charities. The Director coordinated a 
sub-group to consider how parents/young people’s 
voices could inform the Advisory Group’s work. 
This was informed by AIIHPC’s long experience of 
service user/carer involvement, particularly through 
Voices4Care. The sub-group of colleagues from 
AIIHPC, LauraLynn Ireland’s Children’s Hospice and 

POLICY AND PRACTICE

 
Panel discussion gets underway at the ‘Public Health Research in Palliative Care: Towards Solutions for Global 
Challenges’ seminar with Prof Sonja McIlfatrick, Dr Deborah Muldrew, Dr Carol Stone, Prof Agnes van der 
Heide, Prof Libby Sallnow, Dr Joni Gilissen, Prof Luc Deliens
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the Jack & Jill Foundation met several times during 
2020 and by the end of the year developed a proposal 
for consideration by the Strategic Advisory Group in 
early 2021. 

Children’s Palliative Care All Island Meeting
During 2020, AIIHPC’s Director met the Child Health 
Partnership Manager from the Health and Social Care 
Board in Northern Ireland to update him on the work 
of the Institute. AIIHPC offered to broker a meeting 
between the Paediatric Palliative Care Network (NI) 
and the Children’s Palliative Care Strategic Advisory 
Group (ROI) as an opportunity to network, to share 
information and to share good practice. Planning for 
this virtual meeting took place in the latter part of 
2020, for the event to take place in January 2021.

Hospice Chief Executive Off icer Network 
AIIHPC facilitates the Hospice Chief Executive 
Off icer Network forum as one of its ways of 
supporting collaborative networks across the 
palliative care community across the island. 
In May 2020, chief executives of the voluntary 
hospices across the island had an opportunity to 
hear f rom Barbara Gale, MBE, CEO of St Nicholas 
Hospice Care in Bury St Edmunds, Suffolk. 
Barbara presented on the hospice’s strategy 
including public health approaches to palliative 
care and how this has informed their response to 
the COVID-19 outbreak.

Survey of Specialist Palliative Care 
Providers  
AIIHPC supported researchers f rom The Cicely 
Saunders Institute, London, The Wolfson Centre 
for Palliative Care Research, Hull York Medical 
School and the International Observatory on 
End of Life Care, Lancaster University, and other 
partners, to gather data on the experiences 
of providers of specialist palliative care during 
COVID-19. The study was: Rapid evaluation of 
the COVID-19 pandemic response in palliative 
and end of life care: national delivery, workforce 
and symptom management (CovPall). AIIHPC 
Palliative Care Research Network member 
Professor Charles Normand, Trinity College 
Dublin, was involved in the study. The survey was 
widely circulated f rom 28 April 2020 including 
via key stakeholders. The project is being led by 
Professor Irene Higginson, Professor of Palliative 
Care and Policy and Director, Cicely Saunders 
Institute. 

National Palliative Care Quality 
Assurance + Improvement (QA+I) 
Enablement Committee (ROI) 
Early in 2020, AIIHPC was asked to support the 
National Palliative Care Quality Assurance + 
Improvement (QA+I) Enablement Committee 
by colleagues in the HSE. The committee’s 
objective is to provide leadership and support for 
the implementation of a quality improvement 
enablement programme within specialist 
palliative care services. Supported by the Health 
Service Executive (HSE), AIIHPC convened two 
meetings of the group which have reviewed the 
group’s Terms of Reference, membership, future 
work programme and committee’s collaboration 
area on The Palliative Hub – Learning Platform. 
The Committee agreed to hold a series of 
workshops on the following areas: Overview 
of HIQA Better Safer Healthcare Standards, 
Leadership, Governance and Management, 
Safe Care and Support, Person Centred Care 
and Support. The workshops got underway in 
December 2020 and planned to continue into 
2021.

Frailty and palliative care 
Following on f rom a discussion at an AIIHPC 
Council of Partners meeting, the Institute 
coordinated a meeting of people interested in 
the interface been f railty and palliative care on 23 
October 2020. A follow up meeting was organised 
for early 2021 which will include representatives 
f rom key stakeholders north and south. 

Response to consultation on PEACE 
PLUS Programme
As well as attending stakeholder engagement 
events in February 2020 organised by the 
Special EU Programmes Body (SEUPB), 
AIIHPC responded to the SEUPB’s Stakeholder 
Engagement Survey on the future PEACE PLUS 
programme. PEACE PLUS was the new cross-
border programme to contribute to a more 
prosperous and stable society in Northern Ireland 
and the border region of the Republic of Ireland 
for the period 2021 to 2027. In its response to the 
Stakeholder Engagement Survey in February, 
AIIHPC particularly raised the increasing need 
for palliative care and how the EU investment 
opportunity could address this need, particularly 
at primary care and community level. Palliative 
care was referenced in the SEUPB report on the 
stakeholder engagement.
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Scottish Partnership for Palliative Care 
AIIHPC was in regular contact with colleagues in 
the Scottish Partnership for Palliative Care during 
the year. Colleagues met virtually on a number 
of occasions and AIIHPC was delighted to have 
Scottish colleagues presenting at the ‘Public 
Health Research in Palliative Care: Towards 
Solutions for Global Challenges’ Seminar in 
November 2020.

Events affected by COVID-19
A significant amount of work was carried out in the 
first quarter of 2020 to plan for events to support 
improved practice, but plans had to be changed in 
light of the COVID-19 pandemic. 

Other meetings/activities related to policy 
and practice developments
A number of other networking opportunities 
were availed of during 2020 to promote palliative 
care and the work of AIIHPC, and to explore 

areas of mutual interest and support. AIIHPC met 
colleagues and attended events across a range 
of organisations, including: Consultation on HSE 
Corporate Plan, HSC Clinical Education Centre 
Workshop on developing a shared decision-
making f ramework, Macmillan Collaborative 
Site Planning Workshop (NI), Health Research 
Charities Ireland Shared Learning Group for PPI in 
research, Weill Cornell Medicine-Qatar, Education 
City, Qatar Foundation, Family Carers Ireland, 
International Foundation for Integrated Care, 
Worldwide Hospice Palliative Care Alliance, Royal 
Society of Medicine (London), National Cancer 
Registry Ireland, Centre for Cross Border Studies, 
Cooperation and Working Together, Royal College 
of General Practice NI, Royal Pharmaceutical 
Society, Voluntary Hospice Group (ROI), CO3 
Health Special Interest Group (NI), Institute 
of Public Health in Ireland, The King’s Fund, 
Stormont All Party Group on Terminal Illness.
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RAISING AWARENESS OF 
PALLIATIVE CARE

Palliative Care Week 2020 
Palliative Care Week is AIIHPC’s major annual 
campaign to raise awareness and increase 
understanding of palliative care among the public 
and among health and social care professionals. 

By March 2020, plans for Palliative Care Week 
were being reconsidered in light of the developing 
COVID-19 pandemic. As the devastating impact of 

COVID-19 became clear, Palliative Care Week needed 
to be relevant in the ongoing context. Palliative Care 
Week is an opportunity to promote the quality of life 
benefits of palliative care. Quality of life is improved 
where all supports for a person with palliative care 
needs are in place, including the wider community 
alongside health and social care services. This was 
a feature of the outstanding community response 
to COVID-19, which we wanted to connect with for 

Robin Swann MLA, Health Minister, Northern Ireland, helps to launch Palliative Care Week 2020, with Karen 
Charnley, AIIHPC Director, and Brendan O’Hara, AIIHPC Programme Manager
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RAISING AWARENESS OF PALLIATIVE CARE

Palliative Care Week 2020. The theme for 2020 was 
confirmed as: Palliative Care: In This Together.

Palliative Care Week took place from Sunday 13 to 
Saturday 19 September 2020 and included several 
elements, as outlined below.

Seven videos were produced through the Palliative 
Care Experience Video Project (referenced in Section 
1 of this Annual Review). The videos of a range of 
personal experiences, were released during Palliative 
Care Week, enabling people to connect with personal 
stories for the campaign. Several participants agreed 
to be involved in media interviews for the week, 
supported by AIIHPC and media communications 
experts in this process.  

We were delighted to receive a message for the 
week from President Michael D. Higgins, President of 
Ireland. Health Minister Robin Swann MLA, Northern 
Ireland, and Minister for Health Stephen Donnelly TD, 
Republic of Ireland, endorsed the week.

AIIHPC commissioned a survey of public 
understanding of palliative care and palliative care 
in the context of COVID-19. In July 2020, a survey of a 
sample population of 1000 people in the Republic of 
Ireland and 500 people in Northern Ireland was carried 
out. The results of the survey informed press releases 
to launch the week which were issued on Sunday 13 
September and tailored for both jurisdictions on the 
island. 

AIIHPC developed a wide range of promotional 
materials for the week. As anticipated, there was a 
significant decrease in the volume of promotional 
materials distributed due to the pandemic. 
Nonetheless, 5,600 leaflets, 511 posters and 405 social 
media frames were distributed through 28 contacts 
including service users, interested individuals, 
health and social care professionals and civic society 
organisations. 

Although there were no in-person events, more than 
2000 people registered for 10 online events hosted 
during the week. The fact that Palliative Care Week 
related events had to be hosted online meant people 
could attend from across the island and from further 
afield. 

A number of AIIHPC partners supported the 
engagement of high-profile personalities as 
ambassadors for the week, among whom were Nicola 
Coughlan, from ‘Derry Girls’, Brian and Una from 
RTE’s Fair City, Garry Ringrose, Leinster and Ireland 
rugby player, Kilkenny hurler Eoin Murphy, and TV 
personalities Nuala Carey, and Celia Holman Lee.

A total of 94 items of media coverage referenced 
Palliative Care Week 2020 across national, regional, 
local and online media, including RTE Radio, Today 
FM, Newstalk, Sunday Independent, The Irish 
Times, The News Letter (Belfast), The Echo (Cork), 
TheJournal.ie and The Irish Farmers’ Journal. More 
than half (48) of the total 94 media items were 

Message of support from President Higgins
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Health Minister Stephen Donnelly endorses Palliative Care Week 

Joe McCann and daughter Vivienne who featured in the video 
project and took part in media interviews for Palliative Care 
Week

radio opportunities. As well as 10 radio interviews 
facilitated with national and local media, a 
soundbite of AIIHPC Director Karen Charnley was 
featured in news bulletins across 29 radio stations 
on launch day on 13 September.
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PALLIATIVE CARE WEEK 2020 AT A GLANCE

Health Ministers 
involved

Ambassadors 
supported

President’s 
Message

Videos of personal 
experiences of 
palliative care

Posters
Distributed

Twitter Posts

Voices4Care 
members 
consulted

Service users and 
carers featured in 

videos

People took part
 in survey

Leaflets in Coffee
Morning Packs

Palliative Hub
Sessions

Leaflets
Distributed

Radio items 
broadcast

Radio bulletin 
broadcasts on 

launch day

Media 
interactions 

in total

2 71

7

511

2,600

46

9

1,500

3,000

1,657

5,600

48

29

94
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FUNDING

In addition to the financial contribution which each 
of its 26 partner organisations made to support the 
work of the Institute, AIIHPC received funding from a 
number of other organisations during 2020:

Health Service Executive  
The Health Service Executive (Republic of Ireland) 
provided funding which enabled AIIHPC to continue 
its strategic role of providing support to the palliative 
care sector. The funding supported a range of 
activities including engagement with the National 
Clinical Programme for Palliative Care. Additional 
funding was also secured to support the Project 
ECHO AIIHPC Webinars in response to the COVID-19 
pandemic, and to assist AIIHPC to support the National 
Palliative Care Quality Assurance Improvement (QA+I) 
Enablement Committee.  Separately the HSE Quality 
Improvement Division supported the production of 
palliative care experiences videos.

Once-off funding for voluntary palliative 
care sector 2020
On the 8 November 2020, the Minister for Health 
Stephen Donnelly TD (Republic of Ireland), 
announced a once off allocation for AIIHPC. The grant 
supported the delivery of a wide range of activities to 
improve the palliative care experience, particularly in 
the context of the COVID-19 pandemic. 

Public Health Agency 
The Public Health Agency in Northern Ireland provided 
funding to support a range of activities including 
ongoing support and management of Palliative 
Care in Partnership Voices4Care (Northern Ireland 
members), public health approach to palliative care 
initiatives including Palliative Care Week and the 
international seminar of the European Association 

for Palliative Care (EAPC) Research Network and 
the EAPC Reference Group on Public Health and 
Palliative Care ‘Public Health Research in Palliative 
Care: Towards Solutions for Global Challenges’. 

Department of Health NI
The Department of Health in Northern Ireland 
provided funding to support AIIHPC to assist 
colleagues in the Department, alongside colleagues 
in the regional Palliative Care in Partnership 
programme, by bringing knowledge and expertise 
- nationally and internationally - to inform the 
development of the public health approach to 
palliative care approach. 

Health Research Board and Health and 
Social Care Research and Development 
Division
In September 2020, the Health Research Board and 
Health and Social Care R&D Division confirmed 
funding for AIIHPC to continue its support of the 
Palliative Care Research Network (PCRN) from 2020-
2023. The funding supports two part-time project 
managers, PCRN Project Manager and Knowledge 
Transfer Project Manager, who work with colleagues 
within the Institute to support the Network, including 
delivery of its Strategic Vision. 

The EU Joint Programme- 
Neurodegenerative Disease Research (JPND)  
AIIHPC is a partner with Queen’s University Belfast 
and University College Cork to scale up the Family 
Carer Decision Support (FCDS) intervention in 
Dementia, supporting project dissemination activities 
that include providing project management support, 
developing a website and dissemination materials. 

Irish Human Rights and Equality 
Commission (IHREC)
AIIHPC received funding from IHREC’s development 
grant scheme (2019) to support the ‘Human rights 
in palliative and end of life care for health care 
professionals’ project. AIIHPC’s partners on the 
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project include the University of Limerick, the Irish 
Hospice Foundation and Sue Ryder UK. The project is 
due to complete in early 2021. 

AIIHPC also secured funding from IHREC’s 
development grant scheme (2020) to support 
research to understand the palliative care 
experiences of people living in nursing homes, their 
families, and staff during the COVID-19 pandemic. 

Sláintecare Integration Funding
AIIHPC was included in this successful project 
funding application led by Prof Karen Ryan entitled 
‘Rehabilitation Palliative Care’ which will develop 
and evaluate an innovative model of rehabilitative 
palliative care spanning hospital and community. 

HRB Secondary Data Analysis
AIIHPC are a collaborator on the ‘Palliative and 
End-of-life Care in Ireland’ PELCI project led by 
Trinity College Dublin in collaboration with the Irish 
Hospice Foundation, the Health Service Executive, 
and the National Cancer Registry. 

HRB Knowledge Exchange and 
Dissemination Scheme (KEDs) 
AIIHPC is involved in the PallCare4Dementia project 
that is developing a palliative  care model for people 

with dementia in the community led by University 
College Cork and involving University College Dublin. 

ERASMUS – EDUPALL  
AIIHPC is a partner of an ERASMUS EU funding 
project to create a European undergraduate 
palliative medicine curriculum (EDUPALL) and 
associated materials. The three-year project is led by 
the University of Transylvania and includes partners 
within other Romanian Universities, Germany and 
the European Association for Palliative Care. 

Irish Hospice Foundation  
The Irish Hospice Foundation provided funding to 
support the EAPC International Research Seminar 
‘Public Health Research in Palliative Care: Towards 
Solutions for Global Challenges’ which took place 
online on 17 and 18 November 2020. 

Irish Cancer Society
The Irish Cancer Society provided funding in order to 
utilise the Palliative Hub – Learning Platform to host 
learning materials for their night nurses.

AIIHPC was established in 2010 and in 2020 the Institute had 26 partners including eight hospices, 
nine universities across the island of Ireland, the five Health and Social Care Trusts and the Public 
Health Agency (Northern Ireland), the Department of Health (Republic of Ireland), the Irish Hospice 
Foundation and Macmillan Cancer Support. The Republic’s Department of Health was welcomed as 
a new partner during 2020.

AIIHPC Council of Partners has responsibility for the overall stewardship, strategic direction and 
proper functioning of the Institute and it met on four occasions during 2020. During 2020 progress 
continued on the review of AIIHPC’s governance structures.  Council of Partner members comprise 26 
partner representatives and two members of Voices4Care (See Appendix B).

The Executive Committee oversees the Institute’s financial management and accountability 
responsibilities and met on four occasions during 2020. The Finance & Human Resources Sub-
committee reports to the Executive Committee and met on five occasions during 2020.

FUNDING
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RAISING AWARENESS OF AIIHPC
A focus on increasing awareness of AIIHPC and its activities continued during 2020:

 ▶ The Institute’s website was regularly updated with news on key projects, initiatives and events
 ▶ The AIIHPC newsletter remains a key method for communication with Institute stakeholders and 

partner organisations 
 ▶ AIIHPC’s newsletter was circulated each month during 2020 and readership continued to grow
 ▶ AIIHPC used a number of methods for increasing awareness, including significantly increasing its 

presence on Twitter and on other social media platforms, particularly using opportunities provided by 
major AIIHPC events and initiatives

 ▶ In addition, the Institute attended a large number of conferences and events to promote its work (See 
Appendix A for details of conferences/events attended - most virtually due to COVID-19).
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Conferences /Events in which AIIHPC participated

PEACE PLUS Stakeholder Information events, Belfast and Ballymascanlon, February

HSC Clinical Education Centre Workshop on developing a shared decision-making framework, Belfast, February

Irish Association for Palliative Care (IAPC) Education and Research Conference, Dublin, February

Macmillan Collaborative Site Planning Workshop, Newtownabbey, February

Health Research Charities Ireland Shared Learning Group, Dublin, February

International Foundation for Integrated Care Ireland Webinar Series 2020 Session 1 Social Prescribing, Online, February

Parenteral Nutrition in Advanced Cancer: Decision Making: Should PN be started?, Online, February

SPHERE Network 6th Annual Conference, RCSI, Dublin, February

RCSI International Nursing and Midwifery 39th Annual Conference, RCSI, Dublin, February 

Irish Association for Cancer Research (IACR) 6th Annual Conference, Galway, February

Human Rights and Palliative Care Workshop, Limerick, March

National Audit of Care at End of Life (NACEL) Northern Ireland Conference, Newtownabbey, March

Centre for Effective Services (CES) Implementation Network of Ireland and Northern Ireland, CES, March

Worldwide Hospice Palliative Care Alliance (WHPCA) seminar on coronavirus, Online, March

Appendix A
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Conferences /Events in which AIIHPC participated

NUIG Centre for Disability Law and Policy Management - Human Rights and Palliative Care, Galway, March

Royal Society of Medicine COVID-19 Webinar series, Online, April

COVID Impact Webinar - The Wheel, Online, April

WHPCA Webinar - Time to Talk, Online, April

Ireland's future - COVID-19 Implications for health provision across the island of Ireland and an all-island health service, 
Online, May

WHPCA - Palliative Care & COVID-19: Webinar - Palliative Care for Older People in the context of Covid-19, Online, May

Centre for Effective Services - Rapid implementation in different settings, Online, May

Centre for Cross Border Studies, Annual Sir George Quigley Memorial Lecture, Online, June

The Wheel - Putting our people where our values are, Online, June

Irish Gerontological Society - The Experience of Health Care Workers in the Field of Gerontology, Online, July

WHPCA Palliative Care & COVID-19: Webinar - Supporting vulnerable populations in the time of COVID-19, Online, July

The Wheel - Care during and beyond the COVID-19 Crisis, Online, July

The Wheel Webinar - Implementing a Digital Advocacy Campaign, Online, July

EDUPALL Webinar 1 – Curriculum building and mentoring in undergraduate palliative care education, Online, July 

EDUPALL Webinar 2 - Novel teaching methods for palliative care education – Dr Cathy Payne presentation, Online, July

EDUPALL Webinar 3 - Performance assessment in palliative care education Romania, Online, July

Social justice, minority groups and palliative care in Northern Ireland, organised by Marie Curie, Online, September

Managing Breathlessness in Primary Care – Why? Who? How? Royal College of General Practice, Northern Ireland, 
Southern Health and Social Care Trust and AIIHPC, Online, September

Palliative Care in a Pandemic: Lessons and Insights from Practice and Poetry, Institute for Life Course and Society, Irish 
Centre for Social Gerontology, Centre for Economic and Social Research on Dementia, PPI Ignite, NUI Galway, Online, 
September

Primary Palliative Care for GPs – Webinar, Irish College of General Practice Irish Hospice Foundation, Online, September

Palliative Care: Making the Difference, Galway Mayo Institute of Technology, Online, September

APPENDICES
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Conferences /Events in which AIIHPC participated

Grief & Bereavement during COVID 19 – Supporting Nursing Homes, Webinar, Irish Hospice Foundation, Online, 
September 

Irish Human Rights and Equality Commission Grantee 2020 Induction Webinar, Online, October

HIST Cluster (University of Limerick) Theory Driven Participatory Implementation Science Webinar, Online, October 

Marie Curie Palliative Care Research Virtual Conference Session 2: Patient & Public Involvement and Participation in 
Palliative & End of Life Care Research, Online, November

Marie Curie Palliative Care Research Virtual Conference Session 3: Marie Curie Research & Policy, Online, November

Cicely Saunders International, Annual Lecture, Online, November

HRB National Conference 2020 Online, Online, November

CPI Exchange Event - The Future of Virtual Events, Online, November

Irish Health Care Awards, Online, December 

Population Health Global Summit - The King’s Fund, Online, December

North-South Co-operation on the Island of Ireland: Challenges Past and Future, Online, December

Talk on Nutrition in Palliative Care at to Romanian Palliative Care Conference, HOSPICE Casa Sperantei, Online, 
December

Western Health and Social Care Trust Workshop - National Audit of Care At End of Life local findings, Online, December

NIHR and Charities Consortium for Hospice and Community Research December 2020 Webinar, Online, December

APPENDICES
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Partner Organisation Representative

An RionnSláinte / Department of Health Dr Kathleen MacLellan

Belfast Health and Social Care Trust Ms Gillian Traub

Dublin City University Dr Eileen Courtney 

Dublin University Trinity College Prof Charles Normand

Galway Hospice Foundation Ms Mary Nash

Irish Hospice Foundation Ms Sharon Foley

LauraLynn Ireland’s Children’s Hospice Ms Kerry McLaverty

Macmillan Cancer Support NI Ms Lynne Coulson 

Marie Curie Mr Eamon O’Kane

Marymount University Hospital & Hospice Ms Audrey Allen 

Milford Care Centre Mr Pat Quinlan

National University of Ireland Galway Dr Georgina Gethin

Northern Health and Social Care Trust Mr Roy Hamill 

Northern Ireland Hospice Ms Heather Weir  

Our Lady’s Hospice & Care Services Ms Audrey Houlihan

Public Health Agency Ms Loretta Gribben 

Queen’s University Belfast Prof Joanne Reid

Royal College of Surgeons in Ireland Dr Siobhan McCarthy

South Eastern Health and Social Care Trust Ms Nicki Patterson

Southern Health and Social Care Trust Mr Brian Beattie 

St Francis Hospice Mr Fintan Fagan (Chair)

Ulster University Dr Felicity Hasson

University College Cork Dr Caroline Dalton

University College Dublin Associate Prof Michael Connolly

University of Limerick Prof Alice Coffey

Western Health and Social Care Trust Dr Bob Brown

Voices4Care Ms Kim Elliott

Voices4Care Mr John Joyce

Appendix B
AIIHPC Council of Partners 2020
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CONTACT
All Ireland Institute of Hospice and Palliative Care

Tel: +353 1 491 2948

Email: info@aiihpc.org

www.aiihpc.org


