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2021 AT A GLANCE 
 » Supported Voices4Care involvement - 43 members

 » Coordinated eighth annual Palliative Care Week, with the theme of ‘It’s more than you think’ 

considering the ongoing impact of COVID-19 

 » Hosted online, 10th Annual Palliative Care Research Network (PCRN) Symposium on ‘Equity and 

Equality in Palliative Care’

 » Produced twelve videos of palliative care experiences - personal and professional

 » Commissioned by the Department of Health (ROI) to analyse and write the Report of the Public 

Consultation which will inform the new Palliative Care Policy for Adults 

 » Engaged with 49 leading researchers in the Palliative Care Research Network

 » 53 new members joined Early Career Researcher Forum bringing total membership to 198

 » Awarded six Educational Fellowships for Online Learning Resources Development

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

 » Two Project ECHO AIIHPC evaluation reports published

 » Supported mySupport Study collaborative research project 

Robin Swann MLA, Health Minister, Northern Ireland, 
pictured at the NI launch of Palliative Care Week 2021 
with Karen Charnley, AIIHPC Director
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 » Foreword

A leading organisation with national and interna-
tional influence, All Ireland Institute of Hospice and 
Palliative Care (AIIHPC) promotes excellence in palli-
ative care. 2021 was a very busy year for AIIHPC which 
continued to be impacted by the COVID-19 pandem-
ic and all events and meetings continued to be held 
online. I am delighted to say numerous key projects 
and initiatives came to fruition within the year. 

Some of the main achievements were the delivery of 
a very successful Palliative Care Week campaign in 
September, high levels of support for the Palliative 
Care Research Network and Early Career Research 
Forum and continued support and engagement 
with Voices4Care, AIIHPC’s service user, carer and 
interested citizen group with 33 opportunities for 
engagement with AIIHPC and its partners circulated 
to members. 

Also, in 2021 AIIHPC was commissioned by the 
Department of Health (ROI) to analyse findings and 
write the Report of the Public Consultation which 
will inform the new Palliative Care Policy for Adults.

Again for 2021, the majority of AIIHPC’s work to 
improve palliative care though advancing education, 
research, policy and practice, took place online, 
continuing to offer support to its partners, and other 
colleagues in health and social care across the island, 

as Covid-19 restrictions continued to impact services.
Project ECHO (Extension for Community Healthcare 
Outcomes) AIIHPC continued in 2021, with two 
evaluation reports being published. The Project ECHO 
AIIHPC Phase 3 Evaluation Report was completed 
by researchers in the University of Limerick into the 
project which linked specialist palliative care staff at 
Milford Care Centre Limerick, with Nursing Homes 
in the Midwest. The Phase 4 Project ECHO AIIHPC: 
Occupational Therapy & Physio focused on primary 
care occupational therapists and physiotherapists 
was evaluated by researchers in Trinity College 
Dublin. AIIHPC also successfully awarded six 
AIIHPC Educational Fellowships for Online Learning 
Resources Development. The Fellowship awards 
supported palliative care professionals, and affiliated 
staff from within AIIHPC partner organisations, to 
enhance and expand their knowledge, skills, and 
expertise in the development of online learning 
resources, suitable for use on The Palliative Hub. 

The involvement of 43 people with a range of palliative 
care experiences and interest in palliative care 
improvement was supported through Voices4Care. 
Meetings continued to be held online. I am grateful 
to the Voices4Care members for going to such great 
efforts to continue to support us and adapting to this 
new way of working for us all. We are looking forward 
to resuming in person meetings in 2022.

Karen Charnley, AIIHPC Director
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AIIHPC continued to support palliative care research 
with highlights including the online Palliative Care 
Research Network (PCRN) annual symposium in 
December ‘Equality and Equity in Palliative Care’ 
with 98 attending, and in June, AIIHPC hosted a 
webinar ‘Research Impact: COVID-19 and pandemic 
response on palliative care’. We were delighted to 
have welcomed five new PCRN members and 53 
new members joining the Early Career Researcher 
Forum during 2021. 

Palliative Care Week 2021 proved a great success. 
This could not have been achieved without the 
tremendous support of so many who helped us in 
preparation for the week and arranged local activities 
to raise awareness of palliative care throughout the 
week. We were honoured to receive such supportive 
messages from President Higgins and An Taoiseach, 
Micheál Martin. Wonderful endorsements were 
also received from both Health Ministers, Robin 
Swann (NI) and Stephen Donnelly (ROI) which we 
appreciated very much. 

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. AIIHPC 
also engaged with the Shared Island Unit and we will 
continue to do so to encourage and support an All 
Island approach to palliative care.

I am grateful for the commitment and hard work 
of the AIIHPC team in delivering on our work 
programme through another challenging 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 2021. 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
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1. VOICE OF 
SERVICE USERS

The voices of people with life-limiting illnesses, their 
carers and interested citizens in the wider community 
is central to AIIHPC’s work. This remained a central 
part of AIIHPC’s work during 2021 but COVID-19 
restrictions continued to impact on the way this 
involvement took place with meetings continuing 
to be held online. 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
Voices4Care was set up in 2013 by AIIHPC to learn 
from people’s personal experiences of palliative 
care and to inform and influence palliative care on 
the island of Ireland. Members have the opportunity 
to be part of something that can make a real 
difference; and influence palliative care education, 
research, policy and practice. AIIHPC’s partners and 
key stakeholders including policy makers, palliative 
care service providers, researchers and educators 
continue to greatly benefit from the insights and 
experiences of members.  

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.  

An online meeting was held on the 12 March to 
which all Voices4Care members were invited, at 
which 14 members attended. The meeting included 
presentations from Dr Bridget Johnston, Trinity 
College Dublin, on Palliative Care in Sláintecare: 
Research Perspectives, and from Professor Karen 
Ryan, on the Rehabilitative Palliative Care project 
involving St Francis Hospice, Dublin, Mater Hospital, 
Dublin, and supported by AIIHPC. Both presenters 
talked about the opportunity for Voices4Care 
involvement.

A meeting of Palliative Care in Partnership 
Voices4Care (Northern Ireland members) was held 
by Zoom on 13 May 2021. There was very valuable 
interaction with three members who were updated 
on the progress of the Palliative Care in Partnership 
Programme. The members commented on the 
ongoing development of the Regional Advance Care 
Planning policy, a planned End of Life Care in Hospital 
Experience Survey and Palliative Care Week 2021.  

An online meeting was held on the 9 November 
to which all Voices4Care members were invited; 
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Karen Charnley (right), AIIHPC Director, pictured 
with Frances Murphy, Voices4Care Member

13 members attended. A session was facilitated by 
AIIHPC Programme Manager for Research and KTE 
Project Manager which sought feedback to inform 
the Palliative Care Research Network’s Annual 
Symposium 2021 on the 2 December. Members also 
received an update on the work of AIIHPC along with 
engagement opportunities which have been recently 
circulated to members.

A meeting of Palliative Care in Partnership Voices4Care 
(Northern Irelanded members) took place on the 21 
September via zoom and four members of the group 
attended. The meeting’s agenda included updates 
from the Palliative Care in Partnership programme, 
development of the Regional Advance Care Planning 
Policy and on bereavement care and the Cancer 
Strategy for Northern Ireland 2021-2031. In addition, 
consideration was given to the End of Life Care in 
Hospital Experience Survey 2021 (National Audit of 
Care at End of Life - NACEL).

There was ongoing contact with Voices4Care 
members in relation to informing Palliative Care 
Week 2021, including sharing draft promotional 
materials and engaging in Palliative Care Week 
activities, including on social media.  

As a gesture of support and to encourage ongoing 
connection with AIIHPC, a greeting card was sent to 
each of the 43 Voices4Care members in March on 
behalf of AIIHPC Director and the team wishing the 
members well and thanking them for their ongoing 
involvement and interest. Several members have 
contacted AIIHPC to say how much they appreciated 
this gesture.

At the beginning of 2021, 43 people were members 
of Voices4Care which reduced to 37 members at the 
close of the year. In May 2021, it was two years since 
membership of Voices4Care was refreshed/renewed. 
Members join Voices4Care for two years with the 
option of joining for a further term. As the current  
two year term was almost complete, at that 
point AIIHPC would normally renew and refresh 
membership.  Due to the COVID-19 pandemic, and its 
impact on opportunities for Voices4Care involvement 
over the past 12 months, and as the island continued 
to live with COVID-19, the Institute decided not to 
refresh Voices4Care membership in 2021. AIIHPC 
wrote to all member inviting them to continue 
membership of Voices4Care for a further 12 months 
to May 2022 and 37 responded that they would like 
to continue. 
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Voices4Care activity in 2021 
37 opportunities were circulated to Voices4Care: 

Survey supported by Clinical Nutrition & Oncology Research Group in 
University College Cork and investigating the use of complementary and 
alternative medicine (CAM) in cancer circulated to all members.

Become involved in an advisory group for a research project examining the 
experience of people in the Republic of Ireland living in nursing homes, their 
families and staff during the COVID-19 pandemic.

Become involved in a project governance group for the HSE commissioned 
case study with the International Foundation for Integrated Care (IFIC) 
focusing on palliative care services in one part of the Republic of Ireland.

Become involved in an advisory group for the Palliative Care Research Forum 
Northern Ireland that encourages collaboration between palliative care 
researchers and clinicians in Northern Ireland.

Queen’s University Belfast opportunity to be involved in ‘From My Perspective’ 
research project which will create ‘memory boxes’ that include recorded 
interviews with people with palliative care needs, music and sound effects 
that can be used by the person and their family carer.

Attend a focus group to shape the development of the National End of Life 
survey in the Republic of Ireland, which will aim to capture the experience of 
the last 3 months of life in 2022 in all settings. Survey was conducted by The 
National Care Experience Programme (NCEP). 

Become involved in advisory group in a Marie Curie/Queen’s University Belfast 
research project exploring how treatment for people with heart failure might 
include a palliative care approach.

AIIHPC contacted members asking for their ideas and suggestions for 
Palliative Care Week 2021.

Month Members consulted on/participated in/invited to

January

January

January

January

February 

March  

March  

March 



2021 ANNUAL REVIEW   |   9

Become involved in a Queen’s University Belfast research project by taking 
part in a survey to understand what is important about managing medicines 
for people with palliative care needs.

Opportunity for members with lived experience of engaging in advance 
care planning to attend a workshop to support the development of an 
e-health service for older adults (aged 50 and over) to support end-of-life care 
communication and decision-making.

Survey from Irish Platform for Patient Organisations, Science and Industry 
was circulated regarding access to health information.

Invitation to participate in the Department of Health Advance Care Planning 
Policy Phase II Stakeholder Engagements in Northern Ireland.

Help develop and inform the implementation of the Advance Care Planning 
Policy in Northern Ireland in training and education, outcomes and 
evaluation, operational processes and public messaging.

Draft Palliative Care Week leaflet shared with members for comment.

Comment on new content for The Palliative Hub – Professional for researchers 
regarding involving people with life limiting conditions, family carers and 
interested citizens in palliative care research.

Provide feedback to inform a funding application for a research study led by 
Trinity College Dublin looking at an initiative by an acute hospital in Dublin to 
implement a way of recording people’s preferences for care and treatment if 
they have complex care needs or are at risk of cardiac arrest.  

Attend online focus groups to inform the development of Our Lady's Hospice 
& Care Services re-designed website. 

Provide feedback on the public consultation survey which the Department of 
Health is currently developing to help them update the adult palliative care 
policy in the Republic of Ireland.

Month Members consulted on/participated in/invited to

April

May

June

June

June

July

July

August

August

August
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Request circulated asking members to engage in Palliative Care Week 2021. 

Provide feedback on a research study proposal for the National Institute of 
Health Research (NIHR) funding which aims to support a palliative and end-
of-life care research partnership in Northern Ireland.  

Provide feedback on documentation developed to support the recruitment 
and interview process for a palliative care research project on patients’ and 
caregivers’ views and experiences of prescribing and use of medication for 
older people with cancer. 

Provide feedback on a new page in the Palliative Hub – Professional Research 
Zone ‘Patients, their Families and Carers, and Interested Citizens Involvement 
in Palliative Care Research’. 

Invitation from Department of Health, Northern Ireland to attend an 
online Public Messaging Workshop on 20 September 2021 as part of the 
development of an Advance Care Planning Policy 

Attend the Irish Hospice Foundation’s online conference Forum 2021 on the 
5 – 6 October (places were funded by AIIHPC).

Attend Northern Health & Social Care Trust service user engagement online 
event on 30 September 2021. 

Attend a series of online consultation engagements events being held to 
support direct engagement with citizens as part of the ongoing public 
consultation on the 10 year Cancer Strategy for Northern Ireland.

Take part in online survey targeted at nursing home residents, families and 
staff from the Republic of Ireland who were invited to share their palliative 
care experiences during the COVID-19 pandemic. 

Be interviewed as part of a research project from Trinity College Dublin which 
is undertaking a study commissioned by the Department of Health to inform 
a planned update of national palliative care policy in the Republic of Ireland. 

Month Members consulted on/participated in/invited to

August

August

August

September

September

September

September

September

October

October
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Provide feedback on a proposal for cross-border research on palliative care 
that will support AIIHPC’s Palliative Care Research Network and Early Career 
Researcher Forum.

Take part in short interview which will inform a study from the Royal College 
of Surgeons in Ireland and Trinity College Dublin who are seeking patients’ 
and caregivers’ views and experiences regarding medication prescribing and 
use in adults (aged 65+) with cancer. 

Engage in the development of a bereavement charter in Northern Ireland 
including attending information sessions in mid November 2021. 

Attend the Irish Hospice Foundation’s annual event for the public entitled 
‘Living with Loss’.  

Input their experiences and perspectives to inform discussion at AIIHPC’s 10th 
Annual Palliative Care Research Network Symposium which had the theme 
‘Equality and Equity in Palliative Care’. One member also volunteered to be 
a panel member at the Symposium to reflect on feedback received from 
Voices4Care.

Attend the Palliative Care Research Forum NI Annual General Meeting on 10 
December 2021.

Attend Focus Groups to inform the development of Irish Hospice Foundation’s 
Dying Well @ Home Programme.

Respond to survey to inform a research project from Queen’s University 
Belfast which is aiming to reach a consensus on the research priorities for 
oesophageal & gastric cancers.   

Respond to public consultation on the draft Advance Care Planning Policy for 
Adults in Northern Ireland.

Month Members consulted on/participated in/invited to

October

November

November

November

December

December

December 

December

December
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Other Ongoing Involvement

Governance – AIIHPC Council of Partners  

Palliative Care Research Network (PCRN) 
Strategic Scientific Committee

National Clinical Programme (RoI) for 
Palliative Care Working Group

Regional Palliative Care Programme Board  
– Palliative Care in Partnership (NI

Locality Programme Boards (NI)

Frequency Group

Quartely

Quartely

Ongoing

Quartely

Ongoing

Voices4Care Members

2

2

2

1-2

4

For the 2021 Palliative Care Week campaign, AIIHPC 
significantly expanded the palliative care video 
project.  The twelve videos featured people who 
kindly shared their personal experiences of receiving 
palliative care, and also a number of health and 
social care professionals working in palliative care, 
who shared experiences of their roles in caring for 
people with life limiting conditions and their families. 
The following health and social care professions 
were featured: Palliative Medicine Consultant, 
Occupational Therapist, Music Therapist, Speech and 
Language Therapist, Physiotherapist and Nursing 
including a Community Nursing Team Leader, 
Clinical Nurse Specialist, and a Nurse working in a 
nursing home.  

The videos have received in excess of 50,000 views so 
far and the feedback we have received on this project 
is testament to their value in sharing the experiences 
of those who are benefitting from palliative care 
services across the island of Ireland. The professional 
experiences also demonstrate the wide range of 
professions involved in delivering palliative care and 
the positive impact they have on their patients. 

The videos are an excellent educational resource for 
the public, anyone undertaking studies in health care 
and health and social care professionals including 
those who may be considering working in the area 
of palliative care. All Palliative Care Week videos are 
available to view here.

PALLIATIVE CARE EXPERIENCE VIDEOS 2021 

Dr Anna Cleminson, Palliative Medicine Consultant, 
Northwest Hospice
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2. RESEARCH

PALLIATIVE CARE RESEARCH NETWORK   
In 2012, 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 from AIIHPC partners to share 
knowledge and collaborate to improve the 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. 

The PCRN also incorporates the Early Career 
Researcher Forum (ECRF) that provides opportunities 
for early and mid-career researchers in palliative care 
on the island of Ireland to access peer and mentor 
support, develop links with senior researchers, 
participate in capacity building workshops and share 
knowledge across disciplines.

The PCRN Strategic Scientific Committee is 
responsible for supporting AIIHPC with the 
strategic development of the network. The scientific 
committee met in March, June, October and 
December 2021. 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. 
The 2021 achievements against the 5 key activity 
areas in the PCRN Strategic Plan are laid out below. 

1. Collaborative and Coherent Research 
Community

In 2021, the PCRN was delighted to welcome 5 new 
members to increase diversity and expertise of the 
PCRN bringing total membership to 49. Members 
who joined this year include Dr Lisa Graham Weisner, 
Lecturer Psychology, Queen’s University Belfast, Prof 
Andrew Davies, Professor of Palliative Medicine, 
Trinity College Dublin, University College Dublin, 
and Our Lady’s Hospice & Care Services Dublin, 

Waterford Institute of Technology (WIT) join AIIHPC as a partner - 
 Dr Brian Creedon, Former National Clinical Lead for the Palliative 
Care Programme, Prof John Wells, WIT and Dr Mark White, WIT



14   |   2021 ANNUAL REVIEW

Dr Tracey McConnell, Marie Curie Senior Research 
Fellow, Queen’s University Belfast, Dr Irene Hartigan, 
Lecturer Nursing, University College Cork, and Dr 
Mary Nevin, Assistant Prof of Nursing, Dublin City 
University. 

In March, Waterford Institute of Technology (WIT) 
joined AIIHPC as a partner and Dr Mark White, Vice-
President of Research from WIT joined the PCRN 
Strategic Scientific Committee as a member to guide 
the work of the PCRN. 

In June, AIIHPC hosted a webinar ‘Research Impact: 
COVID-19 and pandemic response on palliative care’ 
for all involved in palliative care practice, research, 
policy and service provision. This webinar on the 
CovPall study with Dr Mevihbe Hocaoglu King’s 
College London and Rashmi Kumar Patient, Family 
and Public Involvement Reference Group showed 
how rapid research can impact policy, practice and 
future research.  

On 2 December 2021, AIIHPC hosted the 10th Annual 
PCRN Symposium ‘Equality and Equity in Palliative 
Care’ online. The symposium offers PCRN and ECRF 
members opportunities to learn from global experts, 

share and exchange knowledge and network. 98 
people attended including researchers, health 
and social care professionals, service providers, 
policy makers, charities, funders, and Voices4Care 
members.  Keynotes were presented on strategies 
around poverty at end of life (Dr Sam Royston, Marie 
Curie UK), socio-economic inequalities in end of 
life care (Joanna Davies, Cicely Saunders Institute), 
inequalities in palliative care for the older person 
across the island (Prof Karen Ryan PCRN) and on 
developing an equity agenda for palliative care (Prof 
Merryn Gott, University of Auckland). ECRF members 
presented abstracts on palliative care needs for 
people experiencing homelessness (Dr Aoibheann 
Conneely), advance care planning for older homeless 
adults (Anne Jordan), accessing palliative care for 
people with dementia (Lisa Cronin) and public 
engagement on advance care planning (Dr Deborah 
Muldrew recipient of best abstract). An engaging 
panel discussion chaired by Prof Suzanne Guerin 
included Prof Mary McCarron, Trinity College Dublin, 
Martina Crehan, Voices4Care, Dr Paul Gregan, GP and 
Palliative Medicine Consultant at Our Lady’s Hospice 
& Care Services and Joanna Davies. 

During the year AIIHPC also supported PCRN 

PCOC Ireland Operations team, left to right: Feargal Twomey and Martina O Reilly 
(Milford Care Centre), Jacinta Kelly (Sligo Hospice), Brian Creedon (Waterford 
Regional Hospital), Michael Lucey and Siobhain Coffey (Milford Hospice)
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members to share their expertise with researchers 
and clinicians on the island of Ireland and 
internationally through PCRN webinars. In February 
a webinar was held on qualitative evidence synthesis 
(Dr Maura Dowling) and in September on wellbeing 
in advanced kidney disease (Dr Helen Noble).

2. Building Research Leadership and Capacity
In 2021, AIIHPC was delighted to welcome 54 new 
members to the Early Career Researcher Forum 
with total membership at 198. 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 supporting members with ECRF 
webinars on stress and working during COVID-19 
and an introduction to systematic, rapid and 
scoping reviews. ECRF podcasts hosted by Dr Stacey 
Power-Walsh, showcased research on clinical nurse 
specialists’ attitudes to children’s palliative care (Dr 
Karie Dennehy) and on heart of living and dying 
(Dr Deirdre McKenna). Five ECRF blog articles were 
published, and peer-support sessions were provided 
to members which were facilitated by Dr Mary Nevin 
and Dr Cliona Lorton. AIIHPC also supported 4 ECRF 
members from our partner organisations to make 
successful applications for PCRN membership.  

In 2021, AIIHPC delivered 7 workshops and interactive 
events to build research capacity and capability in 
the PCRN and ECRF and other key stakeholders in 
palliative care on the island of Ireland. 161 participants 
attended these events that were all held online due 
to the COVID-19 pandemic. There were over 800 

views of the post-event recordings published on The 
Palliative Hub – Professional.  AIIHPC also launched 
a free eLearning module on human rights and 
palliative care for health and social care professionals 
on The Learning Platform that was developed 
AIIHPC and involved Dr John Lombard, University of 
Limerick. This was funded by the Irish Human Rights 
and Equality Commission. 

In February, AIIHPC held a consortium meeting on 
‘Shaping Palliative Care Policy in light of COVID-19’ 
project with research partners (Dr John Lombard 
and Dr Owen Doody University of Limerick), HSE, 
Decision Support Service, Nursing Homes Ireland, 
Irish Hospice Foundation, Age Related Healthcare 
Department, Tallaght Hospital and St Vincent’s 
Hospital. This project funded by the Irish Human 
Rights and Equality Commission aims to give a 
voice to nursing home residents, their families and 
care workers in relation to their experience and 
expectations of palliative care to inform a legal policy 
review of palliative care in nursing homes. HSE and 
Nursing Homes Ireland supported the recruitment 
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of nursing homes to the study that was delayed 
due to the COVID-19 pandemic. A survey, that 
included recruited nursing homes and the public, 
was completed in October and the project is due to 
report findings in early 2022. 

In May AIIHPC hosted an online event on ‘Connecting 
Policy, Practice and Research to Improve Palliative 
Care in Northern Ireland’ for policy makers, researchers 
and research funders to foster collaboration, discuss 
developments within policy and research and identify 
future priorities. This included presentations by PCRN 
members Prof Kevin Brazil and Prof Sonja McIlfatrick, 
Paul Turley, Health & Social Care Board (HSCB) and Dr 
Janice Baillie, HSC Research & Development Division 
(HSC R&D); and open discussion with members from 
PCRN, ECRF and Palliative Care Research Forum NI. 
Following the event AIIHPC developed a position 
paper for key stakeholders to consider how this work 
can be taken forward to foster closer collaboration 
between policy makers and researchers.  

During the year AIIHPC hosted webinars for our 
members, involving Kay Duggan-Walls from the 
Health Research Board and Dr Sorcha Finnegan 
from HSC R&D and other charities, on national and 
EU funding programmes to support investment in 
palliative care research. 

3. Supporting Service User, Carer and Community 
Involvement

In 2021, AIIHPC supported PCRN and ECRF members 
to involve members of Voices4Care, people with 
life-limiting conditions, family carers and interested 
citizens, in 17 research projects and activities.  This 
included being members of advisory groups for 
research projects such as, examining the experience 
of people living in nursing homes, families and staff 
during COVID-19. Members were able to inform the 
update of the Palliative Care Policy for Adults in the 
Republic of Ireland via research commissioned by the 
Department of Health, where Dr Bridget Johnston 
interviewed members of Voices4Care on their 
experiences and perspectives.  AIIHPC also supported 
ECRF members to involve Voices4Care members 
in their PhD projects such as, on creating ‘memory 
boxes’ for a person with palliative care needs and 
their families (Isaac Gibson), on prescribing for older 
people with cancer (Melanie Murphy) and advance 

care planning (Monika Pilch). Voices4Care members 
were also involved in reviewing research proposals 
at an early stage of development prior to seeking 
funding support from funders such as the Health 
Research Board, National Institute of Health and 
Cancer Research and Higher Education Authority 
North South Programme. 

In September a new page in the Palliative Hub – 
Professional Research Zone on ’Patients, their Families 
and Carers, and Interested Citizens Involvement 
in Palliative Care Research’ involved Voices4Care 
members in its development. The purpose of the 
webpage is to encourage and support researchers 
to involve Voices4Care members and other relevant 
members of the public in their research.
In November prior to the 10th Annual PCRN Annual 
Symposium a discussion was held at an online 
meeting with Voices4Care members regarding what 
equality and equity in palliative care meant to them 
in order to inform the theme of the symposium. 
Following the meeting members had an opportunity 
to provide feedback on the discussion notes. This 
supported a Voices4Care member, Martina Crehan, 
to provide a summary of members views as a panel 
member at the symposium.  

AIIHPC was delighted to support the National PPI 
Ignite Network, funded by HRB and Irish Research 
Council and led by National University of Ireland 
Galway, as a local partner in the Dublin City University 
and University College Cork strand of the network 
in the Republic of Ireland. In May, AIIHPC’s Director 
chaired a webinar ‘Applying PPI principles in the co-
design of an adolescent health literacy intervention’ 
for Dublin City University. 

4. Disseminating Knowledge from Research
During 2021, AIIHPC developed 6 new research 
project webpages to promote PCRN members 
research and support collaborations. This included 
webpages on inequalities in palliative care for 
older people (Prof Karen Ryan), advance care 
planning in Northern Ireland (Prof Sonja McIlfatrick), 
implementing universal palliative care in Ireland (Dr 
Bridget Johnston), constipation management (Prof 
Sonja McIlfatrick), deprescribing attitudes for older 
people receiving palliative care (Dr Carole Parsons) 
and prescribing in advanced cancer (Dr Cathal 
Cadogan). 
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In April, AIIHPC hosted an online workshop on 
Digital Communication Skills for Palliative Care 
Researchers to support PCRN and ECRF members 
and AIIHPC partners. 39 participants learned how to 
build a professional online profile (Lorcan Nyan, The 
Communications Clinic), produce research videos 
(Dr Cathy Payne, European Association of Palliative 
Care and AIIHPC), video editing (Clodagh O’Donovan 
AIIHPC PCRN Project Manager), write for the web 
and implement use of plain English guidelines 
provided by National Adult Literacy Agency (Sean 
Driver, NALA). The workshop was facilitated by Marie 
McKeon AIIHPC KTE Project Manager and in advance 
of the workshop AIIHPC collaborated with NALA, Dr 
Geraldine Foley and Dr Deborah Muldrew to develop 
case study examples, blog articles using plain English 
guidelines provided by NALA. 

The 17th World Congress of the European Association 
for Palliative Care took place virtually 6 - 8 October 
2021.  Highlights of PCRN and ECRF members’ 
engagement included oral presentations on 
developing a digital game to improve public 
perception of dementia (Dr Gillian Carter), on 
population-based projections of place of death for 
Northern Ireland by 2040 (Dr Tracey McConnell) 
and on a systematic review with narrative synthesis 
on mutual support between patients and family 
caregivers in palliative care (Rachel McCauley). As 
well as parallel sessions on personal autonomy and 
end of life decision making and supporting family 
carer decision-making in palliative dementia care 
(Prof Kevin Brazil) and on projecting future needs, 
costs and outcomes in palliative care: an economic 
policy evaluation for the department of health 
(Ireland) (Dr Peter May). Poster presentations on the 
development of an early career research committee 
and online mentorship Programme as part of 
the mySupport Study (Dr Serena Fitzgerald), on a 
national survey of the role of healthcare assistants 
in hospice out-of-hours services (Dr Anne Fee), on 
predicting mortality in Ireland: development of a 
four-year index and comparison with international 
measures and palliative and end of life care data in 
Ireland (PELCI): establishing the state of the nation 
(Soraya Matthews), and on assessing the response 
of community out-of-hours hospice services in a 
pandemic (Dr Felicity Hasson); and chairing roles 
on COVID-19 session (Prof Sonja McIlfatrick) and a 
plenary session on economics of palliative care: new 

approaches to understand and demonstrate effects 
(Prof Charles Normand). AIIHPC supported a poster 
on empowering people with bone metastases to 
stay active to improve their quality of life (Dr Emer 
Guinan, Dr Grainne Sheill and Dr Chris Crockford, 
Irish Cancer Society).  AIIHPC presented a poster 
on understanding human rights in palliative and 
end of life care for health care professionals funded 
by IHREC that involved Dr Mary Rabbitte, AIIHPC, 
Dr Ann Leahy, Maynooth University, Jacqui Graves, 
Human Rights Lead, Sue Ryder UK, Dr John Lombard, 
University of Limerick, Deirdre Shanagher, Irish 
Hospice Foundation, Daithí O’Reilly, Voices4Care, and 
Marie McKeon, AIIHPC. This abstract was awarded ‘1 
of the 3 Best Poster Abstracts’ Awards in the category 
of ‘Ethics, policy and law’. Finally, the key highlight 
of the event was the award of the best European 
paper published in Journal of Palliative Medicine in 
2020 on, ‘Is inpatient hospice care clinically effective? 
Using phase of illness to evaluate care outcomes 
for patients admitted to a specialist palliative care 
unit (SPCU) in Ireland’ to Dr Mike Lucey, Palliative 
Medicine Consultant and Dr Martina O’Reilly, Head of 
Education, Research and Quality from Milford Care 
Centre and other co-authors. 

During the year AIIHPC was a collaborator on 
dissemination activities for the mySupport study, 
led by PCRN member Prof Kevin Brazil and involving 
Dr Nicola Cornally and Dr Irene Hartigan. This study 
aims to support healthcare staff to have end of life 
care discussions with family carers of people living 
with advanced dementia by adapting, evaluating 
and implementing the Family Carer Decision 
Support intervention.  This 6-country study, UK, 
Ireland, Netherlands, Canada, Czech Republic 
and Italy, is funded by the EU Joint Programme – 
Neurodegenerative Disease Research. We supported 
the production of 10 blog articles, 4 research videos 
(translated into 4 languages, 780 views); a case study 
presentation and updated the website to improve 
user experience  www.mysupportstudy.eu.  

5. Build Sustainability of the PCRN
In 2021 AIIHPC supported the PCRN to develop 
collaborative proposals, led by PCRN members and 
involving the wider membership including ECRF 
members to potentially secure funding for PhDs and 
post-doctoral fellowships in palliative care on the 
island of Ireland and internationally including: 
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 » HRB Collaborative Doctoral call on expanding 
a palliative care approach across health systems 
to support funded PhDs on interventions 
in palliative care for health and social care 
professionals/early-stage researchers across 
the island of Ireland. The proposal led by Prof 
Suzanne Guerin (UCD) and co-led by Prof Sonja 
McIlfatrick (Ulster University) involved PCRN 
members Dr Tony Foley, Dr Suzanne Timmons, 
Dr Nicola Cornally, Dr Peter May, Dr Felicity 
Hasson, Prof Charles Normand as well as Dr Eoin 
Tiernan, Prof Liam Glynn, Dr Brian Creedon (HSE 
National Clinical Programme for Palliative Care), 
Prof Sheila Payne (AIIHPC Expert Collaborator, 
Lancaster University) and Dr Mary Rabbitte 
(AIIHPC).  The proposal successfully reached 
interview stage and though considered fundable 
it unfortunately wasn’t funded. 

 » HEA North South Research Programme call. A 
PCRN-led proposal was submitted in November 
under strand II Emerging Hub of Excellence 
theme to support postdoctoral fellows on 
research projects across the island. The 
consortium was led by Dr Nicola Cornally (UCC) 
and co-led by Professor Joanne Reid (QUB) and 
involved PCRN members from AIIHPC academic 
partners. AIIHPC also supported two proposals 
under strand I Bilateral Researcher-Researcher 
theme;  on advance care planning and decision 
making for children with life-limiting conditions 
(Prof Veronica Lambert DCU and Prof Joanne 
Reid QUB) and an eLearning resource for 
health and social care professionals to support 
communication for families when a parent is at 
end of life (Dr Cherith Semple UU and Dr Carla 
O’Neill UCD).
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 » EU Horizon Europe proposal on using Virtual 
Reality for people with advanced cancer finding 
it difficult to move, to alleviate anxiety and 
depression. This involved Prof Lorenzo Chiari, 
University of Bologna (keynote speaker at 
AIIHPC’s Technology and Palliative Care event in 
2019). AIIHPC supported Dr Fiachra O’Brolchain 
DCU to be involved in the proposal as an expert 
in ethics and technology and Dr Martina O’Reilly 
and Dr Mike Lucey, Milford Care Centre as a 
clinical site for recruitments in the study. The 
proposal was submitted in October with decision 
due in January 2022. 

 » National Institute of Health Research Palliative 
Care in Partnership funding call to build palliative 
care and end of life research capacity in Northern 
Ireland (prior to a further NIHR call for palliative 
care research due in 2022). AIIHPC supported a 
consortium led by Dr Peter O’Halloran (QUB) on 
proposal submitted in September which was, 
subject to clarification, provisionally awarded 
funding in December. AIIHPC is also a collaborator 
on another successful application to this scheme 
led by Prof Mari Lloyd-Williams, University of 
Liverpool that aims to improve palliative care 
for older people living with dementia and other 
conditions living in rural/remote communities 
across the UK. 

AIIHPC supported PCRN and ECRF members on oth-
er calls during the year such as Dr Peter May, Dr Nicola 
Cornally and Monika Pilch on a proposal that reached 
stage 2 of the HRB Research Collaborative in Quali-
ty and Patient Safety call on implementing advance 
care planning in St Vincent’s Hospital; and Dr Geral-
dine Foley on HRB Investigator Led Programme on a 

framework that will explain how patients and family 
caregivers in palliative care can support one another 
when making decisions about palliative care. Finally 
in December, AIIHPC supported Dr Lisa Graham on 
a successful proposal to QUB Collaborative Student 
Fellowship scheme to fund a PhD student for 3 years 
to research death literacy where AIIHPC will support 
a secondment of 3 months for the PhD candidate in 
2023 to support Palliative Care Week. In November, 
AIIHPC met with Dr Gail Johnston and Dr Janice Bail-
lie HSC R&D to discuss upcoming plans for research 
in 2022 and areas for support and collaboration. 

During the year AIIHPC continued its involvement in 
the National Institute for Health Research (NIHR) and 
Charities Hospice Consortium that included AIIPHC 
supporting an online NIHR research webinar with 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. In December AIIHPC’s 
Director and Research Programme Manager were 
asked by the Scottish Palliative Care in Partnership 
to present to Scottish Parliament Cross Party Group 
on Palliative on the development of the PCRN.  

AIIHPC was also delighted to be asked to join the 
European Palliative Care Research Centre (PRC) as an 
international collaborating centre. The PRC consists 
of 18 international and 8 collaborating centres that 
focuses on international multicentre studies within 
palliative care, focusing on pain, cachexia and health 
care services that is led by Prof Stein Kassa and 
based in Norway. AIIHPC envisages that this strategic 
alliance will support PCRN and ECRF members to 
successfully collaborate further on the EU Horizon 
Europe Mission on Cancer. 
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 » 3. EDUCATION

Education Fellowships - In March, AIIHPC announced 
the launch of the 2021 AIIHPC Educational Fellowship 
for Online Learning Resources Development.  The 
Fellowship awards aim to support palliative care 
professionals, and affiliated staff from within AIIHPC 
partner organisations, to enhance and expand their 
knowledge, skills, and expertise in the development 
of online learning resources, suitable for use on The 
Palliative Hub.  

The independent selection panel met on 5 May 2021 
to review the 16 applications received. The recipients 
of this years’ Educational Fellowships Awards are:  

 » Breda Moloney - Nurse Tutor, Milford Care Centre, 
Limerick. Breda developed online resources 
aimed at out of hours healthcare practitioners in 
the community. Topics include, ‘Recognition of 
Dying in the Community Setting’ & ‘Response to 
EOL symptoms in the Community.’ 

 » Daniel Nuzum - Pastoral Care/Chaplain, 
Marymount University Hospital and Hospice, 
Cork. Daniel developed online resources to 
provide help to improve confidence and 
competence in the area of spirituality in palliative 
care. 

 » Dr Martina O’Reilly - Head of Education, Research 
and Quality, Milford Care Centre, Limerick. 
Martina developed resources to support staff 
working with people who are homeless and who 
have palliative care needs. 

 » Ger Purcell - Nurse Lecturer, Waterford Institute 

of Technology. Ger developed a range of online 
resources aimed at helping the undergraduate 
student nurse prepare for their work in palliative 
care nursing. 

 » Barbara Sweeney - Lecturer/Tutor, St. Francis 
Hospice, Dublin. Barbara worked on the 
development of communications for schools 
to educate children and young people about 
palliative care. 

 » Michele Smyth – Department of Health, Northern 
Ireland. Michele is a part of the programme 
team for the development of a new Advance 
Care Planning Policy for Northern Ireland, 
from extensive stakeholder engagement and 
public consultation process to the subsequent 
implementation through a comprehensive 
training strategy and public awareness 
campaign. 

The Fellows collaborated together in a dedicated AII-
HPC Educational Fellowship Networking Area on The 
Palliative Hub Learning Platform and also took part 
in five bespoke workshops: 

 » Workshop 1: Guidance for course creators on 
building materials on the Palliative Hub Learning 
Platform (a Moodle LMS)  

 » Workshop 2: Introduction to Whiteboard 
Animation  

 » Workshop 3: Video editing - a practical overview 
 » Workshop 4: Using Branching Scenarios in H5P 
 » Workshop 5: Guidance on getting the most from 

online assessment and learning analytics 

The Fellows are working towards completion of 
learning resources which will be launched on the 
Palliative Hub in 2022.  
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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. AIIHPC 
team members took part in the Hospice UK Project 
ECHO: Sharing the Vision, Shaping the future event 
which took place on 24 June 2021. This online event 
showcased the work of Health and Social Care ECHO 
Networks across the UK and Ireland during the first 
year of the COVID-19 pandemic. 

Two evaluation reports were also published in 2021:

Project ECHO AIIHPC Phase 3 Evaluation Report was 
completed by researchers in the University of Limerick. 
Phase 3, linked specialist palliative care staff at Milford 
Care Centre Limerick, with Nursing Homes in the 
Midwest. Fifteen nursing homes from the Midwest of 
Ireland commenced Phase 3 with 366 staff in total 
participating in the programme. Data from session 
evaluations and from focus group analysis showed 
that the project was well received and had a positive 
impact on participants learning and knowledge in 
palliative care approaches. Participants particularly 
valued the shared experiences and virtual learning 
network but some areas of improvement were 
suggested. There were indicators of a move towards 
a more palliative care approach in the patterns in 
resident transfers to hospital and documentation of 

resident wishes from Pre to Post ECHO education 
period. Recommendations were made for the future 
of Project ECHO education. Read Full Evaluation 
Report. The Project ECHO AIIHPC: Occupational 
Therapy & Physio programme was developed and 
delivered with the overall aim of improving access 
to palliative care for those in the community by 
offering easily accessible and up-to-date training on 
the principles of palliative care and best practices to 
occupational therapists and physiotherapists who 
deliver primary care in communities throughout 
Ireland. The Hub consisted of occupational 
therapists, physiotherapists, a dietitian, and a nurse 
manager, and was led by Palliative Care National 
Clinical Therapy Leads and facilitated by an allied 
health professional with academic, research and 
clinical experience in palliative care delivery. The 
ECHO Spokes were occupational therapists and 
physiotherapists (n=26) who were working in 
primary care and attended remotely from their 
workplace. The independent evaluation of Phase 
4 was completed by researchers in Trinity College 
Dublin in Spring 2020. A publication entitled “Project 
ECHO: Enhancing Palliative Care for Primary Care 
Occupational Therapists and Physiotherapists in 
Ireland is in press with the journal Health & Social Care 
in the Community. The paper can be accessed here 
(Read paper) and Full Evaluation Report. An overview 
of the research was also published in Volume 8, Issue 
4 p71-72 of the National Institute of Health Sciences 
Research Bulletin

New programme for palliative, end of life care 
and bereavement care in the nursing home 
sector – Republic of Ireland  -  Late in 2021, the Irish 
Hospice Foundation and AIIHPC were informed that 
significant funding was approved from the HSE for 
the development of a programme to improve the 
delivery of compassionate, person-centred palliative, 
end of life and bereavement care in residential care 
settings.  This funding will enable AIIHPC to further 
develop Project ECHO AIIHPC to support nursing 
homes across the Republic of Ireland for the next 
five years, along with wider engagement of the 
community working within and in support of nursing 
homes, with an open webinar series and a dedicated 
learning zone on the Palliative Hub - Learning 
Platform. AIIHPC will recruit a Project Manager to 
oversee the AIIHPC led components of the project in 
early 2022. 
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EDUPALL – Erasmus +  AIIHPC was a partner in 
the ERASMUS-funded EDUPALL project focused 
on developing a medical undergraduate palliative 
care standardised curriculum with supporting 
teaching materials which was completed in 2020. 
The project team comprised of palliative care experts 
and teaching and learning experts from Romania, 
Belgium, Ireland, Germany, Austria and Spain. AIIHPC 
continued to support publications from the project 
and to maintain the Edupall website throughout 
2021 https://edupall.eu/ 

Palliative Care, End of Life and Bereavement 
Education Database - The database continued to be 
updated by AIIHPC and included 139 courses from 
44 providers at year end. These range from short 
courses to Master’s level programmes provided by 
a wide range of organisations including AIIHPC’s 
partners.

Hospice Education Providers  - AIIHPC continued 
to support the Hospice Education Providers Network 
with network meetings and a collaborative working 
space for the network on The Palliative Hub - Learning 
Platform. The network was also invited to attend 
workshops delivered to the AIIHPC Educational 
Fellows to support their development of online 
learning resources.

AIIHPC also supported Galway Hospice Foundation 
in the delivery of an Advance Care Planning webinar 
on 24 November 2021. This webinar was open to all 
staff from long term care facilities within County 
Galway and was moderated by Dan Keane. A 
presentation was given by Catriona Kilbane with 
Dr Julien O’Riordan, Palliative Medicine Consultant 
and Caroline Quinn, Principal Medical Social Worker 
joining as panellists.  

Social Workers -  Further 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’.   AIIHPC continues to support social workers 
from both jurisdictions to develop potential pathways 
for social workers to acquire knowledge and skills in 
palliative care and support specialist role succession 
planning within palliative care teams.   

Palliative Wound Care - AIIHPC continued to be 
involved in the steering committee of the newly 

formed European Association for Palliative Care 
(EAPC) task force on palliative wound care. 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 
-  Following on from a discussion at the Institute’s 
Executive Committee, AIIHPC co-ordinated a 
meeting in January 2021 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. The meeting was attended by senior 
academics engaged in the Schools of Nursing and 
Midwifery at Ulster University, Queen’s University 
Belfast and University College Dublin and by Heather 
Weir, CEO, Northern Ireland Hospice. The meeting 
provided the opportunity to explore developments 
in this area in both jurisdictions and further scoping 
work is planned to consider how nurses can be 
trained to take on increasingly specialist areas.
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4. THE PALLIATIVE HUB

The Palliative Hub is an online gateway to 
information and resources about palliative care on 
the island of Ireland. During 2021, and with funding 
support, AIIHPC worked on and further developed 
the following components:

The Palliative Hub – Children and Young People 
and The Palliative Hub – Adult - The team migrated 
both The Palliative Hub – Children and Young People 
and The Palliative Hub – Adult onto WordPress. 
Further work will be undertaken in 2022 to improve 
the design and functionality of both these sites, and 
to review the content to ensure it is up to date, with 
support and input from our key stakeholders. 

Palliative Hub Learning Platform - AIIHPC 
continued to engage with all partners to consider 
how the Learning Platform might be utilised more 
effectively within their own organisations, including 
the opportunity to have their own organisational 
area on the site. AIIHPC partners incur no fees for 
this service. A further upgrade of the site planned 
for 2022 will see an increase in both capacity and 
functionality and ensuring compliance with data 
protection regulations.

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. 

The Palliative Hub - Professional Research Zone  
- During 2021, AIIHPC worked with Voices4care 
members and Palliative Care Research Network 
(PCRN) and Early Career Researcher Forum (ECRF) 
members to develop content for new section 
‘PPI within Palliative Care Research’. PPI refers to 
Personal and Public Involvement (Northern Ireland) 
and Public and Patient Involvement (Republic of 
Ireland) in research. The new tab aims to answer 
researchers’ key questions about PPI and highlight 
useful resources to support the inclusion of PPI 
within palliative care research (PPI) 

AIIHPC also worked closely with PCRN and ECRF 
members to promote their work on the platform, 
as well as Institute collaborators and palliative care 
health and social care professionals.  Content added 
to the platform included:

 » 8 new research project webpages and 
Information on their outputs, including reports, 
papers, videos and access to a range of free 
educational resources
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 » 10 research webinars and workshop 
presentations, and workshop resources 

 » PCRN Annual Symposium information including 
7 recorded presentations 

 » 6 PCRN and ECRF blogs 
 » 2 ECRF podcasts
 » 55+ Peer reviewed publications from members 

of the PCRN and the ECRF

Marketing and promotion
AIIHPC continues to promote the Palliative Hub via 
its newsletter, on social media and at relevant events 
and meetings. 

The figures for Palliative Care Week 2021 show a 
substantial increase in traffic to the Palliative Hub 
(see table below). Sessions, user figures and page 
views doubled, which is a major growth that can be 
attributed to consistent efforts to drive traffic from 
other communications channels by, for example, the 
use of specific posts on social media promoting The 
Palliative Hub content (Adult, Children and young 
people, and Carers). The significant increase in traffic 
could also be impacted by the Covid-19 pandemic and 
a greater reliance on online educational resources 
and information on palliative care. 

Communicate Your Health - AIIHPC took over the 
management of the Communicate Your Health 
information webpage, integrating it into the Palliative 
Hub Professional. “Understand Me”, “Speak to Me” 
and “Hear Me” are free mobile apps developed by St 
Francis Hospice in association with the Communicate 
Your Health (Ireland) Partnership and supported and 
funded by the HSE National Social Inclusion Unit, and 
the Irish Hospice Foundation. All three mobile apps 
are free, accessible resources to assist and support 
health care and palliative care professionals in 
caring for patients from diverse ethnic, religious and 
cultural groups and feature good practice guidelines 
and information for person-centred intercultural 
care including the provision of interpreter services.

3,529

1,657

Year Sessions

2021

2020

Users

2,947

1,339

Page views

7,133

3,452
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5. POLICY 
AND PRACTICE

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

 » Engaging with the Ministers in both jurisdictions. 
Both Ministers endorsed Palliative Care Week and 
were involved in promoting the week 

 » Involvement and engagement with the work of 
the National Clinical Programme for Palliative Care 
(Republic of Ireland), including with 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 (including 
attending the Southern Palliative Care Locality 
Board and Western Palliative Care Locality Board 
meetings) 

 » 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 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

Public Health Approach to Palliative Care 
Given the continued 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 continue 
to be curtailed. Nonetheless, AIIHPC continued to 
support the development of a public health approach 
in several ways during 2021.

 » Survey of public understanding of palliative care - 
AIIHPC commissioned iReach to carry out a survey 
of the public across the island in relation to their 
understanding of palliative care. In July 2021, 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 2021. 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.

 » Palliative Care Week – The campaign continues to 
be a key deliverable of AIHPC as part of this agenda 
due to its focus on raising awareness of benefits of 
palliative care and engaging with the community 
including community and voluntary groups and 
network.

 » Advance Care Planning Policy in Northern Ireland 
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– AIIHPC continued to support the Department 
of Health, Northern Ireland with developing the 
draft policy including engaging with Voices4Care 
members to seek their engagement in surveys, 
events and groups and in granting an Education 
Fellowship for one of the Department of Health’s 
ACP team members (see education section 
for further details).  AIIHPC team members 
also attended key events which informed the 
development of the draft policy. 

New Palliative Care Policy for Adults in the 
Republic of Ireland – AIIHPC supported colleagues 
in the Department of Health (ROI) with their plans 
to produce a Palliative Care Policy for Adults in 2022. 
Within 2021, AIIHPC supported the Department with 
stakeholder engagement mapping, development 
of the public consultation surveys and the launch 
and promotion of the public consultation. The 
public consultation was launched by Minister for 
Health, Stephen Donnelly, at the start of Palliative 
Care Week on Monday 13 September 2021 at Our 
Lady’s Hospice and Care Services, Wicklow Hospice. 
In late 2021, AIIHPC supported the write up of the 
public consultation by analysing the quantitative 
and qualitative survey results and it envisaged that 
AIIHPC would finalise the report in early 2022.

Connecting Policy and Research to Improve 
Palliative Care in Northern Ireland (NI) - A workshop 
was held on the 20 May organised by AIIHPC and 
the Palliative Care in Partnership Programme with 
the support of the Palliative Care Research Forum, 
Northern Ireland. The workshop was a very valuable 
opportunity for colleagues to gain an understanding 
of what is happening across respective work areas 
related to palliative and end of life care, including 
current and future priorities for practice, research 
and policy. In light of feedback received at the 
workshop, AIIHPC drafted a paper which included 
consideration of potential next steps for continuing 
dialogue with researchers and policy makers to 
shape improved palliative care in Northern Ireland.  
The paper has been circulated to key stakeholders 
to seek their input and this area of focus will be 
progressed in 2022. 

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 2021. The Director continued 
to coordinate a sub-group with Lauralynn Ireland’s 
Children’s Hospice and the Jack and Jill Foundation 
to consider how parents/young people’s voices could 
inform the Advisory Group’s work. 

Stephen Donnelly, Minister for Health (ROI) visits Our 
Lady’s Hospice and Care Services, Wicklow Hospice
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Children’s Palliative Care All Island Meeting – 
AIIHPC liaised with colleagues in the Health Service 
Executive (ROI) and Health and Social Care Board (NI) 
to broker a meeting between the children’s palliative 
care networks in both jurisdictions. Members of 
the Paediatric Palliative Care Network (NI) and the 
Children’s Palliative Care Strategic Advisory Group 
(RoI) met on the 19 January 2021 and the meeting 
included a briefing on networks’ priorities and 
services and consideration of potential opportunities 
for future collaboration. 

National End of Life Survey and Board – AIIHPC’s 
Director is a member of the National End of Life 
Survey Board as a representative of bereaved people.  
The National Care Experience Programme (NCEP) is a 
joint initiative between the Health Service Executive, 
the Department of Health and Health Information 
and Quality Authority.

Northern Health & Social Care Trust Event – AIIHPC’s 
Director facilitated a Northern Health & Social Care 
Trust online workshop ‘Collectively Getting it Right’ 
on the 6 October 2021. The workshop provided an 
opportunity for key stakeholders to consider the 
future demands for palliative and end of life care 
services and consider how they might be met. AIIHPC 
supported the production of a short summary report 
from the day. 

All Party Group on Terminal Illness – The Director 
attended two meetings with Members of the 
Northern Ireland Assembly, where the focus was on a 
new report from Marie Curie, the Patient and Client 
Council, Cardiff University and the University of Bristol 
on terminal illness and bereavement during the 
COVID-19 pandemic in Northern Ireland (12 May) and 
where the focus was on the work of the bereavement 
network (1 December). 

Shared Island Agenda - The AIIHPC Chair and 
Director attended a workshop organised by the 
Shared Island Unit, Department of the Taoiseach 
on the 8 July. Minister for Health, Stephen Donnelly 
referenced the work of the Institute as an organization 
helping to deepen links North and South  

AIIHPC’s Chair, Director and Programme Manager 
met with colleagues from the Shared Island Unit and 
the Department of Health to brief them on the work 

of the Institute. A follow up meeting will be organised 
within 2022.  

Hospice Chief Executive Officer Network - AIIHPC 
facilitates the Hospice Chief Executive Officer  
Network forum as one of its ways of supporting 
collaborative networks across the palliative care 
community across the island.  In April, AIIHPC 
coordinated a meeting with Professor Andrew 
Davies, Professor of Palliative Medicine at Trinity 
College Dublin, University College Dublin, and Our 
Lady’s Hospice & Care Services. Professor Davies 
presented on the future of palliative and hospice care 
and the meeting was attended by 33 people. 

Submission to NI Programme for Government 
draft Outcomes Framework - AIIHPC highlighted 
the need for a greater focus on palliative and end 
of life care and bereavement support in Northern 
Ireland’s Programme for Government Outcomes 
Framework in March 2021. In its response to the 
consultation process, AIIHPC called for the draft 
Outcomes Framework to be revised to incorporate a 
focus on the importance for society of:

 » opportunities for planning and discussing wishes 
for care when living with serious and progressive, 
life-limiting illnesses and conditions 

 » acknowledging the quality of life benefits of 
palliative and end of life care, for people with any 
serious and progressive illness or condition, of all 
ages, including children and young people

 » providing opportunities for open conversations 
around death, dying, loss and care 

 » the role of bereavement support

Dying with Dignity Bill – AIIHPC coordinated 
a meeting of the hospice CEOs of its partner 
organisations in late March 2021 to discuss the 
Dying with Dignity Bill and consider its potential 
implications if enacted. 

North South Ministerial Council - AIIHPC provided a 
briefing on its work to the Department of Health (ROI) 
in advance of the North South Ministerial Council 
Health and Food Safety Meeting on the 26 March 
2021. A reference to the Institute was recorded in the 
minutes of the meeting.  AIIHPC also continues to 
meet with officials from the North South Ministerial 
Council on a bi-annual basis to brief them on the 
work of the Institute. 
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National Palliative Care Quality Assurance + 
Improvement (QA+I) Enablement Committee (ROI) 
AIIHPC is actively supporting the National 
Palliative Care Quality Assurance + Improvement 
(QA+I) Enablement Committee. 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 committee 
meeting and the following online workshops: 

 » 27 January 2021 - Leadership, Governance and 
Management - led by Dr Martina O’Reilly, Head 
of Education, Research and Quality, Milford Care 
Centre and Dan Keane, Standards & Practice 
Development Co-ordinator, Galway Hospice who 
shared their experience of working with and 
interpreting the standards.

 » 11 March 2021 - Safe Care and Support - led by 
Noreen Holland, Assistant Director of Nursing, Our 
Ladies Hospice & Care Services and Mary Connolly, 
Director of Nursing, South East Palliative Care 
Centre, Waterford who shared their experience of 
working with and interpreting the standards.

 » 3 June 2021 - Person Centred Care and Support 
- led by Dr Miriam Colleran, Palliative Medicine 
Consultant, St Brigid’s Hospice and Lucy 
McGettigan, Assistant Director of Nursing, Donegal 
Hospice who shared their experience of working 
with and interpreting the standards.

 » 23 June 2021 - Palliative Care Outcomes 
Collaboration (PCOC) – why bother?  - led by Dr 
Martina O’Reilly, Head of Education, Research and 
Quality, Milford Care Centre 

 » 27 October - HIQA Inspections- led by Sean 
Egan, Head of Healthcare Regulations, HIQA 
who provided update on the new Standards and 
assessment methodologies including the new 
National Standards Guidance Document.

 » 11 November - The Experience of HIQA Inspections 
- led by Audrey Allen, Director of Nursing, 
Marymount University Hospital and Hospice and 
Noreen Holland, Assistant Director of Nursing, Our 
Lady’s Hospice and Care Services who shared their 
experience of HIQA inspections within their older 
people services

AIIHPC also maintained a collaborative area for 
members on The Palliative Hub – Learning Platform 

which includes a range of resources including the 
videos of the various workshops. 

All Island Children’s Palliative Care Conference - 
AIIHPC’s Director is the co-chair of the organizing 
committee which is overseeing the All Island Children’s 
Palliative Care Conference which is taking place on the 
17 – 18 November 2022 in Belfast. 

Interface between frailty and palliative care – AIIHPC 
coordinated a further meeting of people interested in 
the interface between frailty and palliative care on the 
10 May 2021. The meeting included representatives from 
key stakeholders across the island, including the Clinical 
Programme for Palliative Care and Clinical Programme 
for Older People (ROI) and the Public Health Agency 
(NI) along with health and social care professionals and 
academics with an interest in the area. The meeting 
provided an opportunity to share good practice in the 
area and potentially explore opportunities for future 
collaboration. 

Hospital Clinical Nurse Specialists in Specialist 
Palliative Care – As part of Palliative Care Week,  AIIHPC 
supported the Nursing Team of Regional Specialist 
Palliative Care Services in Louth, Meath, Cavan, 
Monaghan to deliver a webinar ‘‘Hospital Clinical Nurse 
Specialist’s in Specialist Palliative Care – ‘They’re more 
than you think’’ which included a presentation by Carmel 
Buckley, Area Director, Nursing & Midwifery Planning & 
Development, HSE on planned developments regarding 
the role of the CNS. AIIHPC has continued to meet with 
the nursing team to investigate how this area can be 
further supported with consideration being given to a 
further webinar within 2022. 

Specialist palliative care physiotherapists – AIIHPC 
met with senior Physiotherapy Managers from its 
Hospice partners to consider how the Institute might 
support their emerging network of palliative care 
physiotherapist leads (managers and physiotherapy 
leads) and community of practice of physiotherapists 
working with palliative care. It is expected that this work 
will progress within 2022.

International Palliative Care Organisations - AIIHPC 
is in regular contact with colleagues in the Scottish 
Partnership for Palliative Care during 2021 and met 
virtually on a number of occasions. AIIHPC also met 
colleagues from Hospice UK on several occasions. 
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 » 6. RAISING 
AWARENESS OF 
PALLIATIVE CARE

Palliative Care Week 2021
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. The 
2021 campaign took place from 12-18 September 
2021. The campaign theme for 2021 was ‘Palliative 
Care: It’s more than you think.’

The eighth Palliative Care Week campaign was 
developed with a broader scope and vision to expand 
the reach and inform as many people as possible 
about the benefits of palliative care. The campaign 
focused on the benefits of palliative care for a 
wide range of illnesses, challenging the common 
perception that it is just for those with cancer. It also 
focussed on raising awareness of palliative care’s 
benefits across all ages and at all stages of diagnosis. 
The 2021 information leaflet was a fresh design with a 
tree with branches illustrating the different elements 
of palliative care and why it is ‘more than you think.’

Planning for Palliative Care Week 2021 began in late 
2020. As the Island of Ireland was still in the height of 
the pandemic into the early months of 2021, planning 
focused on the probability that most events and 
activities would once again take place virtually.

A range of elements, including new branding and 
a suite of new digital resources for 2021 greatly 
enhanced the campaign, particularly across social 
media platforms, the AIIHPC website and The 
Palliative Hub.

The Palliative Care Experience Video Project was 
significantly expanded this year. As well as the 
videos of those who kindly shared their personal 
experiences of receiving palliative care, the project 
featured a range of professionals working in palliative 
care, who shared experiences of caring for patients 
and how their individual roles help patients as a part 
of the palliative care team. The following professions 
were featured: Palliative Medicine Consultants, 



30   |   2021 ANNUAL REVIEW

Occupational Therapist, Music Therapist, Speech 
and Language Therapist, Physiotherapist and 
Nursing including a Community Nursing Team 
Leader, Clinical Nurse Specialist, and, a Nurse 
working in a nursing home. 

To inform Palliative Care Week 2021, AIIHPC 
commissioned iReach to conduct a survey of 
public perceptions of palliative care using a range 
of questions, carefully chosen to measure public 
opinion. In July 2021, a survey of a sample population 
of 1000 people in the Republic of Ireland and 500 
people in Northern Ireland was conducted. 

Messages of support were received for the 
campaign from both Ministers for Health, Robin 
Swann (NI) and Stephen Donnelly (ROI), from An 
Taoiseach and from President Michael D Higgins. 
The messages significantly supported raising 
the profile of the campaign and its aim of raising 
awareness of the positive impact that palliative 
care can have on the lives of people with life 
limiting conditions.

Media activity planned led to 95 media interactions 
with news items focusing on palliative care across 
a range of radio, print, and online media across the 
island of Ireland, including personal stories from those 
receiving palliative care, family and professionals. 
Items in a number of the major media outlets, North 
and South including RTE, BBC, Newstalk, Irish Times, 
etc were hugely impactful.

Again this year, all Palliative Care Week events were 
hosted online, adhering to ongoing Covid-19 restric-
tions. For 2021, there was a total of 18 virtual events 
held, a significant increase on last year’s 10, with 
2,500 attendees, a 25% increase on 2020 attendance.

A collaborative approach was taken from the initial 
stages of planning for the 2021 campaign and this 
approach underpinned its success and highlights 
the value of working together to achieve a common 
goal. We are very grateful to our partners and all 
those who supported the 2021 campaign, and also 
to the HSE and the Department of Health, Northern 
Ireland for additional funding received.

AIIHPC Director, Karen Charnley had the opportunity to meet with Minister for Health, 
Stephen Donnelly during a visit to Wicklow Hospice for Palliative Care Week, where 
he announced the Public Consultation for the Update of the Adult Palliative Care Policy



2021 ANNUAL REVIEW   |   31

PALLIATIVE CARE WEEK 2021 - AT A GLANCE
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7. RAISING 
AWARENESS 
OF AIIHPC

The appointment of a Communications Manager 
in May 2021 has been very effective in raising 
awareness of AIIHPC, through a renewed focus on 
consistent, tailored messaging and increased activity 
across AIIHPC communications channels. Resource 
efficiency has improved with the ability to dedicate 
time to understanding AIIHPC stakeholders to 
improve communication effectiveness. 

A Communications Strategy was created that 
aligns with AIIHPC’s business plan which aims 
to maximise audience reach, including harder to 
reach communities. This includes a plan to expand 
Voices4Care with campaigns in 2022 and 2024 to 
increase diversity, social inclusion and equitable 
decision making in palliative care. 

Opportunities to raise the profile of AIIHPC in the 
media were sought with articles featuring in the 
medical and national press. There will be continued 

focus on seeking relevant opportunities to highlight 
the work of the Institute in 2022.

Overall, our social media audience/subscribers 
significantly increased from May 2021 to January 
2022:  10.6 % on Twitter, 135% on LinkedIn, 24.8% on 
Facebook, 15.4% on YouTube channel; and a new 
Instagram account with 140 followers to-date.

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). 

The Institute’s website was regularly updated 
with news on key projects, initiatives and events. 
The AIIHPC newsletter remained a key method 
for communication with AIIHPC partners and key 
stakeholders - circulated each month during 2021 
and readership continued to grow.
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 » 8. 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 2021:

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 wide range of 
activities including engagement with the National 
Clinical Programme for Palliative Care. Additional 
funding was also secured from HSE Quality 
Improvement Division to support Palliative Care 
Week.

Public Health Agency (Northern Ireland) -  Provided 
funding to support a range of activities including 
ongoing support and management of Palliative 
Care in Partnership Voices4Care (Northern Ireland 
members) and public health approach to palliative 
care initiatives, including Palliative Care Week.  

Department of Health (Northern Ireland)  -  Provided 
funding to support AIIHPC to support actions to 
help raise awareness of palliative care as part of a 
public health approach in collaboration with the 
Regional Palliative Care in Partnership Programme. 
The range of activities included commissioning of 
a survey of public attitudes to inform messaging, 
developing a more strategic approach to media/
social media including broadening online activity 

and development of new online learning and 
educational resources. The funding also supported 
AIIHPC to offer Educational Fellowships.  

Health Research Board and Health and Social Care 
Research and Development Division -  Continue 
to   support  the Palliative Care Research Network 
(PCRN). 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 PCRN including 
delivery of its Strategic Plan. 

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 (2020) to support the 
‘Shaping Palliative Care Policy in light of COVID-19’ 
project. AIIHCP’s partners on the project include the 
University of Limerick, the HSE, Decision Support 
Service, Nursing Homes Ireland, Irish Hospice 
Foundation, Age Related Healthcare Department, 
Tallaght Hospital and St Vincent’s Hospital. 
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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 is 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. 

UP Study – AIIHPC is a collaborator on the Up Study 
led by PCRN member Prof Karen Ryan.  The project 
is looking at ‘Inequalities in Palliative Care for Older 
People’. The Institute will facilitate events with 
Voices4Care and PPI groups, policymakers, health 

and social care professionals and providers as well as 
supporting wider dissemination within 2022. 

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

New programme for palliative end-of-life care 
and bereavement care in the nursing home 
sector (Republic of Ireland)  - The Health Service 
Executive have confirmed funding for a Irish Hospice 
Foundation and AIIHPC programme to improve the 
delivery of compassionate, person-centred palliative, 
end-of-life and bereavement care in residential care 
settings. This will be achieved through a nationally 
mandated, well-designed, multi-strand, integrated 
quality improvement programme which will enable 
all residential care settings in the Republic of Ireland 
to engage at a level appropriate to them. 

AIIHPC was established in 2010 and in 2021 the 
Institute welcomed two new partners, Waterford 
Institute of Technology and North West Hospice, 
giving a total of 26 partners including nine hospices, 
eight academic partners across the island of Ireland, 
the five Health and Social Care Trusts and the 
Department of Health (Republic of Ireland), the 
Public Health Agency (Northern Ireland), the Irish 
Hospice Foundation and Macmillan Cancer Support.

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 2021. During 2021 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 six occasions during 2021. 
The Finance & Human Resources Sub-committee 
reports to the Executive Committee and met on four 
occasions during 2021.

9. GOVERNANCE
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Connect with Care Webinar, St Christopher's Hospice, January 

mySupport Study Early Career Researchers Event, January 

Early Career Researcher Forum Webinar 'Stress First Aid', January 

Advance Care Planning Policy Early Stakeholder Engagement, Department of Health NI, January 

National Palliative Care Quality Assurance & Enablement Workshop 'Leadership, Governance & Management', 
AIIHPC, January 

National End of Life Survey Programme Board, HIQA 

Palliative Care Research Network (PCRN) Webinar 'Qualitative Evidence Synthesis with Dr Maura Dowling 
NUIG, February 

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

Using the person-based approach to plan and develop health interventions Workshop', HRB-TMRN, February 

HRB Grant Holders Conference, February 

Involving the Public in the Design and Conduct of Research: Building Research Partnerships, Capacity 
Building Workshop, HSC, February  

SPHERE Network Annual Conference Education and Research, February 

40th Annual International Nursing & Midwifery Research & Education Conference 'Meeting the needs of 
Modern Healthcare', RCSI, February 

European Association for Palliative Care (EAPC) Webinar with Robert Twycross, February 

National Palliative Care Quality Assurance & Enablement Workshop, Safe Care & Support, AIIHPC, March

PPI Ignite Network, Dublin City University, March

PCRN Presentation on Horizon Europe Funding with the HRB's Kay Duggan-Walls, April 

APPENDIX A
Online events, workshops and conference 
attended or organised by AIIHPC in 2021 

 » 10. APPENDICES
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End of Life Survey Focus Group, HIQA, April 

Martin House Research Centre, 2nd Biennial Research Conference, April 

Digital Communication Skills for Palliative Care Researchers Workshop, AIIHPC, April 

PPI Ignite Network Seminar, Dublin City University, May 

EAPC Annual General Meeting, May 

“HARD TALK IN The KITCHEN - Location, Location: Are we obsessing about a good place to die?”, Macmillan, 
May 

20th IAPC Annual Education & Research Virtual Seminar, May 

Waterford Institute of Technology - partnership launch event, AIIHPC and WIT, May 

Connecting Policy, Practice and Research to Improve Palliative Care in Northern Ireland Workshop, AIIHPC, 
May 

Interdisciplinary Research Impact Seminar, AIIHPC, June 

Social Media for Charity and Community Groups: Getting the most out of your Digital Content with the right 
tools and processes, The Wheel, June 

CEOL Virtual Network, Irish Hospice Foundation, June 

National End of Life Programme Survey Board, HIQA, June 

Storytelling with Impact Webinar Series with The National Lottery Session #3 Radio and interviewing skills, 
The Wheel, June 

National Palliative Care Quality Assurance & Enablement Workshop, 'Palliative Care Outcomes Collaboration', 
AIIHPC, June 

Project ECHO: Sharing the Vision, Shaping the Future Virtual Event, AIIHPC, June 

Advance Care Planning Stakeholder Engagement, Department of Health NI, June 

Building a New Relationship between Voluntary Organisations and the State in the Health and Social Care 
Sectors, The Wheel, June 

Storytelling with Impact Webinar Series with The National Lottery Session #4 The Art of Podcast, The Wheel, 
June 

Involving the public in the design and conduct of research: Building research partnerships masterclass, HSC 
R&D Division, June 

Research Impact: COVID-19 and Pandemic Response in Palliative Care, AIIHPC, June 



2021 ANNUAL REVIEW   |   372021 ANNUAL REVIEW   |   39

HSC R&D Doctoral Fellowship for Health and Social Care Professionals in Northern Ireland Webinar, AIIHPC, 
July 

Shared Island Dialogue on “Working together for a healthier island", Shared Island Unit, July 

Future Planning Model Consultation, Department of Health NI, August 

Irish College of General Practice Wednesday Night Webinar, September 

‘Supporting people with an intellectual disability at end-of-life: Making the care conversation meaningful’ 
organised by Trinity Centre for Ageing and Intellectual Disability (TCAID) with AIIHPC support, September

“Palliative Care: It’s more than you think”, Waterford Institute of Technology, September 

Showcasing Palliative Care Research in Northern Ireland, Palliative Care Research Forum Northern Ireland 
with AIIHPC support, September

Palliative Care Week: It’s more than you think’ Practice Nurse Webinar, Irish Hospice Foundation, September

Music Therapy and Bereavement Seminar’, Queen’s University Belfast with AIIHPC support, September 

Palliative Care Update, Royal College of GPs in Northern Ireland, September 

Official Launch of PEACE Programmes Learning Platform, September 

‘Integrating early palliative care for patients with cancer: The evidence and the challenges” European 
Association of Palliative Care and AIIHPC, September 

‘Hospital Clinical Nurse Specialist’s in Specialist Palliative Care – ‘They’re more than you think’, Nursing 
Team of Regional Specialist Palliative Care Services Louth, Meath, Cavan, Monaghan with AIIHPC support, 
September 

End of life care for people experiencing homelessness, Marie Curie, September 

Dufferin Lecture - ‘Palliative Care: What is it actually’ Dufferin Lecture, Queen’s University Belfast, September 

Arts and Minds: Wellbeing in Kidney Disease, webinar, QUB, Arts and Minds: Wellbeing in Kidney Disease' 
PCRN Webinar, AIIHPC, September 

Palliative Care in Nursing Homes, Nursing Homes Ireland, September 

‘Public engagement and consultation with advance care planning’ workshop for members of the public, 
Ulster University, September 

An overview of the HRCI-HRB Joint Funding Scheme 2022 – how it works and how to apply, AIIHPC, 
September

Palliative Care Engagement Event "Collectively Getting It Right", Northern Health & Social Care Trust, AIIHPC 
Facilitated 
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17th World Congress of the EAPC, October 

PPI Ignite Network at DCU Community of Practice, October 

PPI Training Session 2: Identify, approach and engage, October 

CEOL Virtual Network Meeting, Irish Hospice Foundation, October 

National Palliative Care Quality Assurance & Enablement Workshop - HIQA Inspections with Sean Egan, HIQA, 
October 

PPI Ignite Network Launch, November 

The Assisted Decision-Making (Capacity) Act 2015: Personal and Professional Reflections, HSE, November 

EAPC Task Force on Volunteering webinar, November 

A Conversation on Contemporary Storytelling, The Wheel, November 

Equality ACTion Roundtable - The Review of the Equality Acts: Key Issues affecting People with Disabilities, 
IHREC/FLAC, November 

Advance Care Planning webinar for LTCF staff, Galway Hospice / AIIHPC, November 

Family Carers Ireland Conference, November 

The Essentials of Volunteer Engagement, The Wheel, December 

10th Annual Palliative Care Research Network Symposium, AIIHPC, December 

The IDS-TILDA Conmemorative Event, December 

The 11th International Seminar of the European Palliative Care Research Centre, December 

Shared Island, Shared Practices Launch Event, The Wheel and NICVA December 

Cicely Saunders International, Annual Lecture 2021, December 

Shared Island Forum, Shared Island Unit, December 

Access Europe Showcase 2021, The Wheel, December 

National End of Life Survey Programme Board, HIQA, December 
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PARTNER ORGANISATION     REPRESENTATIVE

St Francis Hospice      Mr Fintan Fagan (Chair)

An Roinn Sláinte / Department of Health   Mr Paul Rowe

Belfast Health and Social Care Trust    Ms Gillian Traub 

Dublin City University      Dr Eileen Courtney 

Dublin University Trinity College    Professor Andrew Davies

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 Craig Harrison 

Marymount University Hospital & Hospice   Ms Audrey Allen 

Milford Care Centre      Ms Mary O’Brien 

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      Mr Rodney Morton

Queen’s University Belfast     Professor Joanne Reid

South Eastern Health and Social Care Trust   Ms Nicki Patterson

Southern Health and Social Care Trust    Mr Brian Beattie 

North West Hospice      Dr Anna Cleminson

Ulster University      Dr Felicity Hasson

University College Cork      Dr Caroline Dalton

University College Dublin     Associate Professor Michael Connolly

Waterford Institute of Technology    Ms Frances Cleary

Western Health and Social Care Trust     Ms Donna Keenan

Voices4Care       Ms Kim Elliott

Voices4Care       Mr John Joyce

APPENDIX B
AIIHPC Council of Partners 2021




