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Palliative care experience videos were released during
Palliative Care Week 2022

2022 AT A GLANCE

»

»

Produced 7 videos of personal experiences of palliative care

Supported successful recruitment campaign of Voices4Care with 54 members and 67 opportunities for
engagement circulated to members

Coordinated nineth annual Palliative Care Week, with the theme of ‘Living as Well as Possible.
Continued engagement with Ministers and senior colleagues in Departments of Health in both
jurisdictions, focusing on strategic opportunities for AIIHPC and members to support the delivery of
palliative care

Hosted 11th Annual Palliative Care Research Network (PCRN) Symposium on ‘Building collaboration in
clinical and academic settings’ — 55 attended

Launched the Palliative Care Research Network Strategic Plan 2023-2027

Held a meeting with An Taociseach Micheal Martin to launch Palliative Care Week

Engaged with 54 leading researchers in the Palliative Care Research Network

21 new members joined Early Career Researcher Forum bringing total membership to 219

The successful rollout of AIIHPC components of Caru, a continuous learning programme for nursing
homes commenced in 2022, including delivery of 6 Caru AIIHPC Webinars

Commissioned survey of public understanding of palliative care - 1500 participants

AlIHPC representation on the Department of Health Steering Group for the Palliative Care Policy for
Adults (ROI) and remained a member of Palliative Care in Partnership Board (NI)

AlIHPC established two Communities of Practice for Specialist Palliative Care; one for Physiotherapists

and one for Pastoral Care and Chaplaincy
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Foreword

Aleadingorganisationwith nationalandinternational
influence, All Ireland Institute of Hospice and Palliative
Care (AIIHPC) drives excellence in palliative care. 2022
was a very busy year for AIIHPC and | am pleased to
say numerous key projects were undertaken and
completed.

The lifting of Covid restrictions from early in the year
allowed us to plan events in person, and we were
reminded of the pleasure of meeting face to face and
the immense value and benefits to learning from
being present with colleagues.

Some ofthe mainachievementsduring 2022 included
a successful nineth Palliative Care Week campaign,
the commencement of Caru - a continuous learning
programme in partnership with the Irish Hospice
Foundation and the HSE, the 11th Palliative Care
Research Network Symposium, a recruitment
campaign for new members of Voices4Care, the
hosting of the 5th All Island Children’s Palliative Care
Conference in Belfast and the continued support
for the Palliative Care Research Network and Early
Career Researcher Forum.

Palliative Care Week is a key priority for the Institute
each year and is central to its ongoing work to raise
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Karen Charnley, AIIHPC Director

awareness and understanding of palliative care.
Surveys carried out by the Institute have shown the
need for education and information about palliative
care so that as many people as possible can benefit
from services.

In 2022, we wanted to emphasise our messaging
on the benefits of palliative care in improving the
quality of life of those with life-limiting conditions,
their families and those close to them. We used
a range of methods including traditional and
social media, videos and podcasts and hosted and
supported a wide range of events to achieve a very
successful campaign. 2023 is a special year as we will
mark the 10th anniversary of the Palliative Care Week
campaign and we want to achieve as high an impact
as possible. Planning is well underway, and we look
forward to working with colleagues and stakeholders
in the hospice and palliative care sector and
community organisations - it is these collaborations
that make the campaign a success each year.

In March, we had a successful recruitment campaign
for new Voices4Care members bringing current
membership to 54. We are grateful for the valuable
and essential contribution of members every year
and we will continue to support their work and
opportunities for involvement in 2023.



N

Caru - a continuous learning programme developed
by Irish Hospice Foundation (IHF), in partnership
with AIIHPC and the HSE was officially launched in
November. AIIHPC is delighted to be a partner in
this innovative continuous learning programme for
nursing homes.

Following on from the Institute’s work on the Public
Consultation analysis and subsequent report to
inform the new Palliative Care Policy for Adults
(ROI), I was delighted to represent AIIHPC on the
Department of Health's Steering Group, working to
develop the policy, due for publication in 2023.

We had a fantastic meeting at the 1ith Palliative
Care Research Network (PCRN) Symposium on 25
November 2022, with very valuable presentations
and discussions about the vital relationship between
clinical and academic research in palliative care
and how we can move forward with a clear focus
on building those connections. The PCRN Strategic
Plan 2023 - 2027 was also launched on the day.

The5th Alllsland Children’s Palliative Care Conference
took place in the Titanic Hotel, Belfast on 17-18
November 2022, and the months of planning with my
Co-Chair, Grace Stewart, Northern Ireland Hospice
and our organising committee came to fruition. We
had a wonderful attendance and both speakers and
delegates shared new research, developments and
the lessons learned from their experience working in
Children’s Palliative Care.

Two Special Palliative Care Communities of
Practice have been established, in the disciplines of
Physiotherapy and Pastoral Care and Chaplaincy. The
Communities of Practice facilitate people working in
specific areas within specialist palliative care to come
together to network and to share experiences and
expertise. Each CoP is led and shaped by its members
and supported by AIIHPC.

| am grateful for the commitment of AIIHPC's small
team in delivering on our work programme again
this year. | would also like to acknowledge and thank
Mr Fintan Fagan, Chief Executive Officer, St. Francis
Hospice, Dublin, and Chair of AIIHPC's Council of
Members, and to all representatives from AIIHPC's
26 member organisations, which include universities,
hospices, health and social care providers and
charities from across the island of Ireland for their
essential support and engagement with our work.
The support of AIIHPC’s host organisation, Our Lady’s
Hospice & Care Services, Harold's Cross, Dublin, is
very much appreciated.

In addition, AIIHPC's funders, who include our 26
members, the HSE, Public Health Agency, the Health
Research Board, the Health and Social Care R&D
Division, Public Health Agency, who are also integral
to the ongoing operation of the Institute and we are
very appreciative of their continued contribution.

Karen Charnley,
Director AIIHPC
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1. VOICE OF . SERVICE
USERS, CARERS AND

INTERESTED CITIZENS

ICES 4 CARE

The meaningful involvement of people with a life-
limiting illness/palliative care needs (service users),
their carers and communities is a core priority for
AIIHPC. With this key purpose in mind, Voices4Care
was established in 2013 to improve the palliative care
experience. Members include people with a life-
limiting illness and with palliative care needs, carers
or former carers of people with palliative care needs
and people from the wider community interested in
palliative care, across the island of Ireland.

Members, who join on a voluntary basis, have
opportunities to be part of something that can
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Karen Charnley (right), AIIHPC Director, pictured
with Frances Murphy, Voices4Care Member

make a real difference, and influence palliative care
education, research, policy and practice. Members
have opportunities to influence the work of AIIHPC
and the wider palliative care sector across health
and social care in both the Republic of Ireland and
Northern Ireland. This includes two members of
Voices4Care on the National Clinical Programme
for Palliative Care Working Group and the National
Palliative Care Policy for Adults Steering Group.
Members also engage in a wide range of initiatives
such as research projects and informing/promoting
Palliative Care Week (67 opportunities in 2022-See
Appendix B).
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left to right: Paula Pinto, Programme Manager, AlIHPC; James O’'Hagan,
LGBT Champions Programme Manager, LGBT Ireland; Valerie Smith,
Patient Engagement Lead, Irish Hospice Foundation; Bettina Korn, End
of Life Care Coordinator Hospice Friendly Hospitals Programme, St

James's Hospital and Liz Gleeson, Founder, Shapes of Grief.
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Saika Akram, Macmillan Project Support Palliative Care in Partnership;
Paul Turley, Assistant Director of Commissioning - Commissioning
Lead | South Eastern Local Commissioning Group | Strategic Planning
and Performance Group| Department of Health NI; Kate McConville,
Voices4Care; Carol Morrow, Voices4Care; Katy Megahey, Voices4Care;
Chen Chen, Voices4Care; Irene Harbinson, Voices4Care; Diane Walker,
Palliative Care in Partnership Macmillan Programme Manager.

In 2022, AIIHPC refreshed the membership of
Voices4Care by running a recruitment campaign
including traditional media, social media and
engagement with civic society organisations. As of
August 2022, a total of 54 Voices4Care members (37
new and 17 renewing) are being supported by AlIHPC.
These members are from across the island and from
22 counties including: Antrim, Armagh, Clare, Cork,
Derry/Londonderry, Donegal, Down, Dublin, Galway,
Kerry, Kildare, Laois, Leitrim, Limerick, Louth, Mayo,
Meath, Roscommon, Tipperary, Tyrone, Westmeath,
and Wexford.

The following online and in person
meetings were held with Voices4Care
Members in 2022:

1. 8 March 2022 - Online meeting to
discuss Voices4Care Recruitment Plan
and Palliative Care Week

2. 23 June 2022 - Online farewell coffee
to members who were leaving
Voices4Care

3. 28June 2022 - In person induction
meeting held in Dublin at Ashling Hotel

4. 7 July 2022 - Online induction meeting

5. 9 August 2022 - Regional Palliative
Care in Partnership Meeting with NI
Voices4Care members

6. 22 September 2022- Additional Regional
Palliative Care in Partnership Meeting
with NI Voices4Care members

7. 27 October 2022 — In person skKills
building meeting held in Dublin at
Wynns Hotel

8. 14 December 2022 — Online quarterly
catch up with members
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Other Ongoing Involvement

Frequency Group Voices4Care Members
Quartely Governance — AlIHPC Council of Partners 2
Quartely Palliative Care Research Network (PCRN) 2
Strategic Scientific Committee
Ongoing National Clinical Programme (Rol) for 2
Palliative Care Working Group
Quartely Regional Palliative Care Programme Board 1-2
— Palliative Care in Partnership (NI
Ongoing Locality Programme Boards (NI) 4

PALLIATIVE CARE EXPERIENCE VIDEOS 2022

The Personal Experience Video
Project was a core element of
the Palliative Care Week 2022
campaign, as it is every year. The
willingness of people to share
their own experience of receiving
palliative care or that of a family
member is invaluable in helping
us to share messages about

the benefits of palliative care in
improving quality of life for those
with life-limiting conditions and
their families and carers.

Six palliative care experience
videos were released during the
week and were available on the
Palliative Hub, on the AIIHPC
YouTube channel and across all
social media channels. Some
shorter clips from the videos
were also shared on YouTube and
on social media leading up to
Palliative Care Week.
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The videos featured patient
participants:

»  Alan Bradley

»  Marian Mawhinney

»  Carmel Wilmott

»  Jim Newman

»  Andrea and Padraic Smith

»  Gemma and Joe O’ Gorman
AlIHPC gratefully acknowledges
all participants and their families,
and AIIHPC partners for their

support in facilitating the video
project.



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 membership, to share
knowledge and collaborate to improve the quality
of life for people with palliative care needs. It does
this by producing research evidence that changes
practice through education and informs policy.

,_‘; \‘1

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 strategic
developmentofthenetwork.Thescientificcommittee
met in March, June, October, and December 2022.
During 2022 Prof Joanne Reid, Queen’s University
Belfast, and Prof Suzanne Guerin, University College
Dublin completed their terms as Chair and Vice-
Chair. In June, we welcomed Prof Andrew Davies
Trinity College Dublin, University College Dublin
and Our Lady's Hospice & Care Services as Chair
and Dr Peter May, Trinity College Dublin, as Vice-
Chair of the PCRN Strategic Scientific Committee.
During 2022, the committee members, from across
the island of Ireland, focussed on implementing the
PCRN Strategic Plan 2017-2022 and developing and
launching the PCRN Strategic Plan 2023-2027.

In July, we said farewell to our colleague Marie
McKeon, who had been the Knowledge Transfer and
Exchange (KTE) Project Manager since 2017. Marie
had been instrumental in leading on knowledge
transfer exchange activities and initiatives, building

B o
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capacity in the KTE peer-reviewed model, EMTReK;
implementation science; digital communication
skills; PPIfor palliative careresearch;and development
of The Palliative Hub Professional Research Zone.
In September, we welcomed Dr Emer Brangan to
the research team as the Research Impact Project
Manager at AIIHPC, supporting members of
AlIHPC's PCRN and ECRF, on how to maximise the
impact of their work throughout the research cycle.
Emer is a social science researcher with experience
across a range of healthcare systems and services
internationally.

The 2022 achievements against the 5 key activity
areas in the PCRN Strategic Plan are laid out below.

1. Collaborative and Coherent Research
Community

In 2022, the PCRN was delighted to welcome 7 new
members to increase diversity and expertise of the
PCRN bringing total membership to 54. Members
who joined this year include:

»  Dr Claire McVeigh, Lecturer, Queen’s University
Belfast (QUB)
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»  Dr Samantha Smith, Research Fellow, Trinity
College Dublin (TCD)

»  Prof Amanda Phelan, Professor in Ageing and
Community Nursing, Trinity College Dublin
(TCD)

»  Dr Norma O’Leary, Consultant in Palliative
Medicine, Clinical Senior Lecturer, St James's
Hospital, Our Lady’'s Hospice and Care Services,
Trinity College Dublin (TCD)

»  Dr Mike Lucey, Consultant in Palliative Medicine,
HSE Mid-West, Milford Care Centre

»  Dr Barry Quinn, Senior Lecturer, Queen’s
University Belfast (QUB)

»  Dr Amanda Drury, Associate Professor, Dublin

City University (DCU)

In June, AIIHPC hosted our first in-person event
with a workshop on ‘PCRN Strategy Development



2023-2027' for PCRN members, ECRF members,
AlIIHPC members, Voices4Care members and key
stakeholders in palliative care. This workshop with 30
participants from the island of Ireland informed the
development of the PCRN Strategic Plan 2023-2027.
At the eventatthe Ashling Hotel Dublin,theincoming
Chair Prof Andrew Davies and Vice Chair Dr Peter May
were introduced; and the valuable contribution of
outgoing Chair Prof Joanne Reid, Queen’s University
Belfast, and Vice Chair Prof Suzanne Guerin,
University College Dublin was acknowledged. The
workshop was externally facilitated by Dr Claudine
Kearney, fromm RCSI Graduate School of Healthcare
Management who specialises in Entrepreneurship
and Strategy. A ‘Brief Review of the PCRN Strategic
Plan 2017 — 2022’ was presented by Dr Mary Rabbitte,
AlIHPC Research Programme Manager, followed by
group work to support the strategy update.

On 25 November 2022, AIIHPC were delighted to
host the 1ith Annual PCRN Symposium ‘Building
collaboration between academic and clinical
settings’ at the Ashling Hotel Dublin sponsored by
Health Research Board and Health and Social Care
R&D Division, Public Health Agency. The symposium
offered PCRN and ECRF members opportunities
to learn from global experts, share and exchange
knowledge and network. We also launched the PCRN
Strategic Plan 2023-2027. The event was attended by
55 people including researchers, health and social
care professionals, service providers, policy makers,
charities, funders, and Voices4Care members.
Keynote presenters included Professor Miriam

ind Director Message

B MEPC

Palliative Caire Hesearch Network
Strategic Man

2023-2027

Johnson, Professor of Palliative Medicine, Hull York
Medical School, and Director, Wolfson Palliative Care
Research Centre, University of Hull;, and Professor
Kevin Brazil, Professor of Palliative Care in the School
of Nursing and Midwifery, Queen’s University Belfast,
and PCRN member. The symposium was jointly
opened by Geardid Cassidy the Director of Primary
Care, Department of Health (NI) and Maurice Dillon,
HSE National Lead for Palliative Care (ROI) who
provided updates on the priorities for policy makers
and service providers on the island of Ireland. There
were also presentations from Dr Maura Hiney from
Health Research Board, and Dr Janice Baillie from
Health and Social Care R&D Division, Public Health
Agency. There was a lively panel discussion chaired
by PCRN member Dr Michael Connolly on ‘building
collaborations between clinical and academic
settings' involving the keynote speakers, along
with Prof Andrew Davies and John Joyce from
Voices4Care. Early Career Research Forum members
who presented their abstracts on the theme included
Yvonne Muldowney, Trinity College Dublin; Kasia
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Patynowska, Marie Curie UK; and Nipuna Thamanam,
Dublin City University.

During 2022, AlIHPC also supported PCRN members
to share their expertise with researchers and
clinicians on the island of Ireland and internationally.
This included an August PCRN webinar on ‘Quality
in palliative care: joining the dots’ by Dr Mike Lucey,
one of our newest PCRN members, who is a palliative
care consultant and researcher at Milford Care Centre
and University Hospital Limerick. 64 participants
attended the event where Mike presented the
current national status and opportunities that exist
nationally and internationally on quality of care
achieved for patients using his own experience and
expertise to guide the presentation and following
Q&A discussion. There have been 155 views of the
video of his presentation.

2. Building Research Leadership and Capacity

In 2022, AIIHPC was delighted to welcome 21 new
members to the Early Career Researcher Forum with
total membership at 219. AIIHPC supported the ECRF
Committee including Chair, Dr Deborah Muldrew,
Ulster University,and Vice-Chair, Dr Serena Fitzgerald,
University College Cork, to develop an action plan
to support further development of the Forum. An
ECRF podcast was published on how art can support
palliative care work. This podcast was hosted by
Rachel McCauley, ECRF committee member and
involved ECRF member Gwen Stevenson, an artist
on ‘The Heart of Living and Dying’ project. ECRF
blog articles were published on dementia, pet robots
and technology by Marie Sktodowska-Curie Fellows,
Wei Qi Khon, University of Galway, and Viktoria
Hoel visiting lecturer, University of Galway. AIIHPC
also supported 2 ECRF members from our partner
organisations to make successful applications for
PCRN membership: Dr Amanda Drury DCU and Dr
Claire McVeigh QUB.

In 2022, AIIHPC hosted 8 events to build research
capacity and capability in the PCRN and ECRF and
other key stakeholders in palliative care on the island
of Ireland. 346 participants attended these events
that were held online and in-person. There were over
433 views of the post-event recordings published on
The Palliative Hub — Professional in 2022.

In  February, AIHPC co-ordinated an online

12 | 2022 ANNUAL REVIEW

roundtable event on ‘Understanding Inequalities
in Palliative Care for Older People and Providing
for Future Need: The UP Study’ led by Prof Karen
Ryan, University College Dublin in collaboration with
Dr Bridget Johnson, Dr Peter May, and Fédhla Ni
Chéileachair Trinity College Dublin. 30 participants
representing the Department of Health, HSE, hospice
partners, charity organisations and associations
linked to providing care for the older persons
attended on the day. The event was chaired by Prof
Philip Dodd, Department of Health and speakers/
panellists included Prof Karen Ryan, Dr Bridget
Johnston, Dr Peter May, Fédhla Ni Chéileachair and
Prof Charles Normand.

In May, AIIHPC hosted a webinar in collaboration
with HSC R&D Division on ‘Understanding Disease
Prevalence and Access to Palliative Care’ with
Prof Christopher Lloyd, School of Natural and Built
Environment, Queen’'s University Belfast. This
webinar explored how a mapping tool can be used
to understand disease prevalence and access to
palliative care services. 48 participants attended this
online event and 60 viewed the video recording.

In September, AIIHPC hosted a public webinar on
‘Shaping Palliative Care Policy using a Human
Rights-based Approach’ with Dr John Lombard,
School of Law and Dr Owen Doody, Department of
Nursing and Midwifery, University of Limerick. This
webinar shared the findings from a study on the
impact of the COVID-19 pandemic on the delivery
of palliative care services in nursing homes from
the perspective of rights-holders (residents, their
families, and staff). 16 participants attended this
online event that discussed the key findings and
recommendations arising from the study. AIIHPC
received funding for this project from the Irish
Human Rights and Equality Commission.

Palliative Care Research on the Island of Ireland

Pet robaots and dementia care |
Achiaving implementation within
i
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Energy hardship | Understandi
issues for people with palliative care
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3. Supporting Service User, Carer and Community
Involvement

In 2022, AIIHPC supported PCRN and ECRF members
to involve members of Voices4Care (people with
life-limiting conditions, family carers and interested
citizens) in 24 research projects and activities. This
included members informing research such as, data
that is collected by the government in the Republic
of Ireland in palliative care (Dr Peter May, Soraya
Matthews), current and future palliative care needs of
older people (Prof Karen Ryan, Dr Bridget Johnston),
and loneliness at end of life (Dr Jeff Hanna, Dr Tracey
McConnell), and mobile app for measuring vital
signs (Dr Jenny Power). 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 and Irish
Cancer Society. In June, 2 members of Voices4Care
participated at a consultative workshop along with
PCRN, ECRF members and other key stakeholders
to support the early-stage development of the PCRN
strategy 2023-2027 in The Ashling Hotel, Dublin.
All Voices4Care members were provided with an
opportunity to provide feedback on the draft strategy
in September before the launch in December.

In March, AIIHPC delivered a workshop on ‘PPI
within the context of palliative care research’. On
the island of Ireland PPI refers to Personal and Public
Involvement or Public and Patient Involvement in
research. This workshop aimed to build researchers’
expertise in successfully supporting and facilitating
people with life-limiting conditions, their families,
and carers, and members of the public with an
interest in palliative and end of life care to be
involved in all stages of research. 46 participants
attended this online event. Presentations addressed
challenges and sensitivities to consider when
recruiting PPl contributors within palliative care
research, how to manage PPI contributors, and
how to plan PPI activities which will empower

(L-R) Pictured at the PCRN Symposium, outgoing Vice-Chair,
Prof Suzanne Guerin; University College Dublin; Karen Charnley,

AIIHPC Director; Chair, Prof Andrew Davies; Vice Chair, Dr Peter
May; Dr Mary Rabbitte, Research Programme Manager, AlIHPC;
outgoing Chair Prof Joanne Reid, Queen's University Belfast.

PPI contributors to take part in research decision-
making to maximise research outcomes. Maureen
Gilbert from Voices4Care was a member of the panel
and provided useful insights on her involvement in
research activities from a PPI perspective. The event
was supported by HRB, HSC R&D, Public Health
Agency, Kings College London, National Office for
Research Ethics and Committees, PPI Ignite Network
and UCC. The video recording of this event has had
85 views.

In October at the NIHR Partnership conference
on ‘Cross-sector Partnerships to build capacity
for Palliative Care Research’ at Queen’s University
Belfast, Voices4Care member Monica Burns shared
her experiences of being involved in palliative care
research with Clodagh O'Donovan, AlIHPC's PCRN
Project Manager, who presented on how AIIHPC
can support researchers with Public and Patient
Involvement. During this month we also supported
Voices4Care members to understand more about
how they can get involved in research activities at
a Voices4Care skills-building event in October at
Wynn's Hotel, Dublin. This workshop supported
members to find their own voice and understand
their motivation and value. Different types of
communication styles were explored, and group
activities were carried out. We also discussed how
to get involved in research and talked about what
research engagement means, and what it entails. 10
Voices4Care members attended (2 NI /8 ROI).

In November at the 11th Annual PCRN Annual
Symposium at the Ashling Hotel, Dublin, John
Joyce from Voices4Care was a member of the panel
along with keynote speakers and Prof Andrew
Davies, Chair of PCRN SSC who discussed how to
build collaborations between clinical and academic
settings. We were delighted that 7 members of
Voices4Care, including newer members of the group
since the refresh in early 2022, participated at the
symposium which was our first in-person symposium
since 2019.

AlIHPC was delighted to support the National PPI
Ignite Network, funded by HRB and Irish Research
Council and led by University of Galway, as a local
partner in the Dublin City University and University
College Cork strand of the network in the Republic
of Ireland.
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4. Disseminating Knowledge from Research
During 2022, AIIHPC developed new research project
webpages to promote PCRN and ECRF members’
research, and support collaborations. This included a
webpage on ‘Developing a shared decision-making
framework to assist parents and health and social
care professionals when planning the place of end-
of-life care for children and young people (CO-DE-
CIDE study)' led by Prof Veronica Lambert, Dublin
City University and Dr Patricia McNeilly, Queen’s Uni-
versity Belfast and funded by the HEA North South
Research Programme. Another webpage on ‘Rec-
ommendations for implementing pet robots in long-
term care facilities for residents with dementia’ pro-
motes research by Wei Qi Koh, University of Galway,
and member of ECRF and involves Professor Dymp-
na Casey, University of Galway and Dr Elaine Toomey,
University of Limerick.

The 12th World Research Congress of the European
Association for Palliative Care took place virtually 18
- 20 May 2022. Highlights of PCRN and ECRF mem-
bers’ engagement included an EAPC Post-doctoral
award for Dr Peter May who presented on ‘When the
“Dismal Science” Meets Incurable lliness: Research-
ing the Economics of Palliative Care'. Other oral pre-
senters included Dr Lisa Graham-Wisener on ‘Valida-
tion of the Death Literacy Index in a Representative
UK Sample'and Dr Cathy Payne on ‘Remote Palliative
Care Education for Primary Care Occupational Ther-
apists and Physiotherapists: Project ECHO'. Poster
presentations included family caregivers’ experience
of communication with nursing home staff during
COVID-19 (Dr Nicola Cornally), psychological func-
tioning in advanced oesophago-gastric cancer (Dr
Lisa Graham-Wisener), music therapy to support in-
formal caregivers (Dr Lisa Graham-Wisener, Dr Katie
Gillespie, Dr Audrey Roulston, Dr Tracey McConnell),
spinal cord metastasis (Dr Fiona Kiely), commercial
stock images and what they tell us about palliative
care (Dr Carole Parsons), loneliness among people
who are terminally ill and carers (Dr Tracey McCon-
nell, Dr Jeff Hanna, Kasia Patynowska, Prof Joanne
Reid), Palliative Care Outcomes Collaboration (PCOC)
and symptom assessment scale (Dr Martina O'Reilly,
Dr Mike Lucey, Dr Feargal Twomey, Siobhan Coffey).

In December, AIIHPC co-ordinated a conference on
‘The promise and peril of big data for health re-
search in Ireland’ in Wynn's Hotel, Dublin on behalf
of the Palliative and End of Life Care in Ireland (PEL-
Cl) Study and Principal Investigator Dr Peter May,
TCD, and PCRN member. This event summarised the
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PELCI study key findings (funded by the HRB), and
set these findings in the context of major changes
to health, data and society during the project lifes-
pan. Through a panel of expert invited speakers, the
event also set out to connect key findings to wider
data trends and challenges in the Irish and Europe-
an health sector. Keynote speakers on the day in-
cluded Dr Peter May; Dr Joanna Davies, Cicely Saun-
ders Institute, Kings College London; Dr Sarah Craig,
HRB; Dr Frances Burns, Northern Ireland Trusted
Research Environment (NITRE); and Jessica Morley,
Director of Policy, Bennett Institute for Applied Data
Science, University of Oxford. The event was chaired
by Dr Teresa Maguire, Director of Research Strategy
and Funding, HRB. The event was oversubscribed,
with 57 researchers, policy makers, service providers,
funders, and people with palliative care needs/carers
attending and contributing to lively discussions, with
participant feedback noting the valuable opportuni-
ty to make new contacts in this field.

During the year AIIHPC was a collaborator on dis-
semination 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 in-
tervention. This 6-country study (UK, Ireland, Neth-
erlands, Canada, Czech Republic, and Italy) is funded
by the EU Joint Programme — Neurodegenerative
Disease Research. We supported the production of
6 blog articles; development of an implementation
workshop for an EU Consortium meeting in Leiden
and updated the website to improve user experience
www.mysupportstudy.eu.

5. Build Sustainability of the PCRN

In 2022 AIIHPC supported the PCRN to develop col-
laborative proposals, led by PCRN members and
involving the wider membership including ECRF
members. The proposals were to secure funding for
PhDs and post-doctoral fellowships on the island of
Ireland in palliative care. Some of these proposals in-
clude but not limited to:

» Irish Cancer Society Survivorship Research
Centre — In January 2022 AIIHPC supported
Prof Josephine Hegarty and Dr Roisin Connolly
UCC to identify palliative care as an important
area and inclusion of PCRN members with
related expertise to be involved in developing an



application for this call. This multi-institutional
(UCC, UCD, DCU, RCSI, NUIG, UU, QUB) proposal
submitted in 2022 involved PCRN members
Prof Sonja Mcllfatrick, UU, Prof Andrew Davies,
TCD, UCD, OLHCS and Prof Karen Ryan,
UCD, St. Francis Hospice as theme leads.

HRB Applied Partnership Award TCD and
Lauralynn — AIIHPC supported Dr Samantha
Smith, PCRN member and TCD research lead
and Dr Joanne Balfe, ECRF member, LauraLynn
Ireland’s Children’s Hospice as knowledge
user lead, on a proposal to research children’s
palliative care in Ireland including prevalence
that could be used to enhance palliative care for
children with life-limiting conditions and their
families. Other collaborators include IHF who
provided co-funding support with LauraLynn
Ireland’s Children’s Hospice, HSE and AIlIHPC.

HRB Applied Partnership Award DCU and
Barretstown — AIIPHC supported Prof Veronica
Lambert, DCU research lead and Barretstown
lead knowledge user, on a proposal to adapt
a digital storytelling intervention for children
with palliative care needs developed in the
US to an lrish setting. Other collaborators
include Lauralynn Ireland’s Children’s
Hospice, Dr Peter May TCD, HSE and AIlIHPC.

National Institute of Health Research Palliative
Care in Partnership - AIIHPC supported the
partnership programme in Northern Ireland led
by Dr Peter O'Halloran, QUB, PCRN member, for
proposals in early development to be submitted
tothe NIHR call for palliative care research in 2023.

Irish Human Rights and Equality Commission
- AIIHPC in collaboration with South East
Technological University (SETU),  Trinity
College Dublin (TCD), Dublin City University
(DCU), Milford Care Centre and South East
Specialist Palliative Care Service submitted
a proposal for funding to the IHREC Grant
Scheme 2022 on energy needs and usage for
people with palliative care needs and families.

Irish Cancer Society Palliative Care Call SETU
— AlIHPC supported Dr Suzanne Denieffe and
colleagues from SETU to further develop a
proposal on energy needs and usage for people
with palliative care needs and families originally

submitted by AIIHPC to IHREC call. This proposal
was submitted in collaboration with PCRN
members, Dr Peter May TCD, Dr Mary Nevin DCU,
and Dr Tracey McConnell QUB; and with Dr Brian
Creedon University Hospital Waterford, Martina
McKnight Milford Care Centre and AlIHPC.

» lrish Cancer Society Palliative Care Call DCU -
AlIHPC supported Dr Mary Nevin, DCU, on a
proposal to ICS to explore the level of generalist
palliative care integration within specialist
oncology care in Hospitals.  This proposal
was submitted in collaboration with PCRN,
ECRF and Expert Collaborators, Dr Amanda
Drury DCU, Dr Eileen Furlong DCU, Dr Regina
McQuillan, St Francis Hospice, Prof Sheila Payne,
Lancaster University, with Beaumont Hospital
and Turku University of Applied Sciences.

» lrish Cancer Society Palliative Care Call TCD -
AlIHPC supported Dr Geraldine Foley, TCD, as a
co-applicant on a proposal to ICS on exploring
relations between patients with advanced cancer
and family caregivers for treatment decision-
making in specialist palliative care.

AlIHPC supported PCRN and ECRF members on
other calls during the year such as Dr Mary Nevin on
Irish Research Council call on integrating generalist
and specialist palliative care and, Dr Fiona Kiely on
Princess Margaret Fund Canada regarding problem-
atic opioid use for people with advanced cancer.

During the year AlIHPC's Karen Charnley and Dr Mary
Rabbitte, with Prof Andrew Davies Chair of PCRN
Strategic Scientific Committee, met with both the
Health and Social Care R&D Division, Public Health
Agency’and HRB senior management teams to dis-
cuss PCRN development, funder’s priorities and up-
coming PCRN Strategic Plan 2023-2027. In August
an online meeting took place with Dr Janice Baillie,
Assistant Director and Dr Gail Johnston, Programme
Manager HSC R&D, PHA and in October an in-person
meeting with Dr Mairéad O'Driscoll, CEO and Dr Te-
resa Maguire, Head of Research Strategy and Fund-
ing, HRB.

During the year AIIHPC continued its involvement in
the National Institute for Health Research (NIHR) and
Charities Hospice Consortium.
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3. EDUCATION
AND PRACTICE

Education Fellowships

In March 2021, AIIHPC launched the AIIHPC Educa-
tional Fellowship for Online Learning Resources De-
velopment. The Fellowship Awards aimed to support
palliative care professionals, and affiliated staff from
within AIIHPC member organisations, to enhance
and expand their knowledge, skills, and expertise in
the development of online learning resources suit-
able for use on The Palliative Hub. Six successful re-
cipients were supported to collaborate together in a
dedicated AIIHPC Educational Fellowship Network-
ing Area on the Palliative Hub Learning Platform, tak-
ing part in five bespoke workshops.

As a result of their participation in the initiative, these
online learning resources are now available by click-
ing on the headings below (digital version) or on The
Palliative Hub Learning Platform

Communication in Palliative Care for
Undergraduate Nurses

Research highlights that nursing students report
feelings of unpreparedness when communicating
with patients receiving palliative care and have ex-
pressed desire for more structured training and edu-
cation around difficult situations at end of life.

In response to this need, an interactive online re-
source utilising the latest technology, innovation and
interactivity, aimed at improving and achieving un-
dergraduate nursing student competencies, regard-
ing communication in palliative care, was created by
Ger Purcell, Nurse Lecturer, South East Technological
University.

The focus of this resource is to prepare undergradu-
ate nursing students in the provision of palliative and
end of life care in practice, with an unequivocal fo-
cus on communication and its delivery. The resource
aims to enhance communication skills, knowledge
and understanding that undergraduate nursing
students and other healthcare professionals may re-
quire for practice.

St Francis Hospice Schools Project: What is
Palliative Care?

This new e-Learning Programme for secondary
school students, was produced by Barbara Sweeney,
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Head of Education at St Francis Hospice and was de-
signed to teach secondary school pupils about palli-
ative care and the role of hospices in helping people
with life limiting illnesses to achieve the best quality
of life possible.

The elLearning package is free of charge and is avail-
able to all secondary schools on the island of Ireland
through the AIIHPC's Palliative Hub. It consists of an
introductoryvideo,an animation, pre- and post-learn-
ing questionnaires, a support pack for teachers, and
a list of further resources.

End of Life Conversations with people who are
experiencing homelessness

This free online resource was developed by Marti-
na O'Reilly, Milford Care Centre. The resources are a
mixture of animation, podcast, and role play video
demonstrating appropriate responses but also po-
tential blockers to end of life conversations. The aim
of the resource is to explore key strategies and com-
munication skills when engaging in end of life and
death and dying conversations with persons experi-
encing homelessness.

The animated resource and podcast explores the fol-
lowing:

»  Building a rapport/relationship

»  Finding Voice

»  Listening as a SKkill

»  Blocking / Avoiding: (by Client and Keyworker)
»  How to finish a conversation/Follow up

The skKills illustrated in the resources demonstrate
how to recognize cues, the importance of listening,
use of silence, empathy, acknowledgement, clarifica-
tion and more.



Palliative Care, End of Life and Bereavement
Education Database

The Palliative Care, End of Life and Bereavement Ed-
ucation Database continues to be updated by AIIHPC
and currently includes 135 courses from 46 providers.

Caru - Supporting Care and Compassion at End
of Life in Nursing Homes: A Continuous Learning
Programme

Late in 2021, AIIHPC was informed that significant
HSE funding was approved for the development of
a programme to improve the delivery of compas-
sionate, person-centred palliative, end of life and be-
reavement care in residential care settings.

The Caru programme, which has been developed
by the Irish Hospice Foundation (IHF), in partnership
with AIIHPC and HSE, was launched on 30 November
2022 by Minister for Health and Older People, Mary
Butler TD. Participation in all aspects of the Caru
programme is free to all public and private nursing
homes in the Republic of Ireland and open to all
nursing home staff.

In March 2022, AIIHPC appointed a Project Manager
to oversee the AIIHPC led components of the pro-
gramme which are as follows:

1. Delivery of a series of six Caru AIIHPC We-
binars per annum which serve the learn-
ing and professional development needs of
nursing home staff.

2. The establishment of nine Caru AlIIHPC Proj-
ect ECHO Nursing Home Knowledge Net-
works nationwide and one Caru AlIHPC Proj-

| Supporting Care
& Compassion
at End of Life in
Nursing Homes

A continuous.
learning programme

W iy

ect ECHO network for IHF Regional Leads.

3. The establishment and maintenance of a
dedicated Caru area on The Palliative Hub —
Learning Platform. This facility will host and
house information and resources relating to
the Caru Programme

Caru AIIHPC Webinars - AIIHPC began delivery of
its 2022 webinar series in September and delivered
6 webinars in 2022. The webinars attracted 2059 at-
tendees from over 200 nursing homes. Caru webi-
nars are free to all public and private nursing homes
in the Republic of Ireland and are open to all nursing
home staff.

Caru AlIIHPC Project ECHO Nursing Home
Knowledge Networks

The Project ECHO Model uses a ‘hub and spoke’
model. AIIHPC’s Project ECHO Nursing Home Knowl-
edge Networks connect groups of learners from lo-
cal nursing home settings (the spokes) with experts
in the areas of palliative and older persons care (the
hub), through Zoom technology, for regular online
educational support sessions.

The ethos of Project ECHO is that it is a safe, informal
place to learn and network with peers. Everyone is
considered both to be a teacher and a learner. The
nursing home staff learn from specialists and from
their colleaguesin the other nursing homes. The spe-
cialist staff at the hub of the network are also learning
from the clinicians and caregivers located at nursing
home sites.

CHO 7 Project ECHO - (Kildare, West Wicklow,
Dublin West, Dublin South City, Dublin South
West)

Recruitment of nursing homes began in October
by means of online information sessions for owners,
management, and staff. Suxbsequently, 15 residential
settings opted to participate. The network was
established in November, in partnership with Our
Lady’'s Hospice & Care Services. A total of 48 staff from
these nursing homes are registered to participate
in the ECHO program. A meeting was held on 22

Pictured (Left to right): Dr Stephanie O'Keeffe - National Director,
Operations Planning, HSE; Karen Charnley - Director, All Ireland
Institute of Hospice and Palliative Care; Jean Callanan - Chair, Irish

Hospice Foundation; Marty Whelan - MC at Caru launch; Siobhan
McArdle - Assistant Secretary, Department of Health; Siobhan
Murphy - Director of Healthcare, Irish Hospice Foundation
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November for participants to agree their curriculum
for the initial 10-session learning programme. The
network remains open to additional nursing homes
who may wish to opt in.

CHO9 Project ECHO - (Dublin North, Dublin North
Central, Dublin Northwest)

This network is being established in partnership with
St. Francis Hospice. An online information session,
which was open to all nursing homes in CHO 9, was
held in December. As of April 2023,17 nursing homes
have opted to participate.

The Caru Learning Hub

Between September and November, a dedicated
area to support the Caru programme was devel-
oped on The Palliative Hub-Learning Platform. The
Caru Learning Hub was launched in December and
includes a general area where information and re-
sources are available for all nursing homes; an area
where webinar recordings and supporting resources
are hosted; and one dedicated area for each of the
nine CHO Project ECHO networks.

The CHO7 and CHO9 sections are operational and
hold resources relevant to Project ECHO activities.
Resources include teaching input recordings; ECHO
session agendas; handouts, articles and other re-
sources which are relevant to the session topic and/
or which were mentioned or recommmended to learn-
ers during ECHO sessions.

National Palliative Care Quality Assurance +
Improvement (QA+I) Enablement Committee (Rol)
AlIHPC is actively supporting the National Palliative
Care Quality Assurance + Improvement (QA+l) En-
ablement Committee which includes representa-
tions from specialist palliative care providers in the
Republic of Ireland. Two Steering Group meetings
took place in February and May.

Two additional workshops were facilitated as follows:

8 September - Eimer Noone, Tissue Viability Clinical
Nurse Specialist, Our Lady's Hospice & Care Services,
presenting on Pressure Areas followed by a group
discussion.

30 November - Dan Keane, Director of Education,
Galway Hospice Foundation and colleagues in
Milford Care Centre led a session on Restrictive Prac-
tices.
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AlIHPC also supported a Patient Safety Sub Group to
develop a data collection tool on fall incidents for use
in Specialist Palliative Care Inpatient Units (IPUs) in
the Republic of Ireland and Northern Ireland. AllIH-
PC co-ordinated a briefing meeting on the 29 Sep-
tember to brief colleagues in the Republic of Ireland
and Northern Ireland regarding the proposal to col-
lect data on falls within Specialist Palliative Care IPUs.
AlIHPC has circulated the profile and data collection
tool to all IPUs with the aim of collecting data for the
first three quarters of 2022 to process in December.
The final quarter data will be collected in early 2023
and anonymized to facilitate benchmarking.

In addition, AIIHPC co-ordinated a meeting in May
with Hospice UK to discuss their patient safety pro-
gramme and sharing good practice with colleagues
on the island of Ireland. Representatives from hos-
pices in the Republic of Ireland and the Public Health
Agency (NI) also attended the meeting.

Communities of Practice

Following a series of meetings with Lisa McGirr,
Physiotherapy Manager, St. Francis Hospice and
Margaret McMahon, Physiotherapist Manager, Our
Lady's Hospice & Care Services, to consider how the
Institute might support their emerging network of
palliative care physiotherapist leads (managers and
physiotherapy leads). A Community of Practice for
Specialist Palliative Care Physiotherapists was offi-
cially established in May 2022.

Fiona Cahill, St. Francis Hospice and Jide Afolabi, Our
Lady’s Hospice & Care Services took on the role of co-
chairs and the inaugural meeting was held on 13 May
2022 with 18 Specialist Palliative Care physiothera-
pists in attendance. Terms of reference and a sched-
ule of monthly meetings and topics were agreed and
by December 2022 there were 59 members from
across the Island of Ireland =13 from Northern Ireland
and 46 from Republic of Ireland.

Topics covered to date include: Palliative Non-Phar-
macological Management of Breathlessness; Phys-
ical Activity and Metastatic Bone Disease and the
Management of MND in Ireland, with a focus on the
role of the physiotherapist.

In July 2022, AIIHPC held an exploratory meeting
with Chaplaincy and Pastoral Care workers from
across the Island of Ireland and secured agreement
to establish a Community of Practice for Specialist
Palliative Care Pastoral Care and Chaplaincy.



4. THE PALLIATIVE HUB

The Palliative Hub is an online gateway to informa-
tion and resources about palliative care on the is-
land of Ireland. During 2022, AIIHPC worked on and
further developed the following components:

The Palliative Hub - Children and Young People,
The Palliative Hub - Adult and The Palliative Hub
- Carers

Within 2022, work was undertaken to improve the
design and functionality of these sites, and content
was reviewed to ensure it was up to date, with sup-
port and input from our key stakeholders. The sites
will continue to be developed in 2023.

The Palliative Hub - Learning Platform

A major upgrade of the Learning Platform com-
menced in late 2021 and continued into early 2022
to increase the sites capacity and functionality sup-
ported by funding from the HSE. AlIIHPC continued
to engage with all member organisations to con-
sider how the Learning Platform might be utilised
more effectively within their own organisations,
including the opportunity to have a dedicated or-
ganisational area on the site. AIIHPC partners incur
no fees for this service.

Palliative Hub Professional

The Palliative Hub — Professional is a welbsite aimed
at health and social care professionals, academics,
researchers and educationalists in the palliative care
field on the island of Ireland. It offers access key
reports, toolkits, guidance documents, links, videos,
presentations and other resources. Significant work

elcome to The Palliative Hub
earning Platform

CARE JOURNEY

in mose detail

NEW LODOK LEARNING PLATFORM
The Palliative Hub Learning Platform
has been revamped

was also undertaken in 2022 to redevelop the site
ensuring that it was fit for purpose and meeting the
needs of target audiences. It is expected that the
new look site will be launched in early 2023.

Research Zone

AlIHPC also worked closely with Palliative Care Re-
search Network and Early Career Researcher Forum
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:

» 2 new research study webpages and information
on their outputs

» 5 new past event pages for a PCRN webinar,
other webinars, a workshop and conference
including event summary information, recorded
presentations, and workshop resources

»  PCRN Annual Symposium event page including
event summary information, programme, and 7
recorded presentations

» 2 ECRF blogs and 2 ECRF podcasts published

» 153 Peer reviewed publications from members of
the PCRN and the ECRF
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Marketing and promotion
AlIHPC continues to promote the Palliative Hub

via its newsletter, on social media and at relevant Year Sessions | Users Page views
events and meetings.

The figures for Palliative Care Week 2021 show a 2021 3,529 2,947 7133
substantial increase in traffic to the Palliative Hub
(see table below). Sessions, user figures and page 2020 1,657 1,339 3,452

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 may also have been impacted by the Covid-19
pandemic and a greater reliance on online educa-
tional resources and information on palliative care.

&

AlIHPC

Perceptions of
Palliative Care

43%

of adults do not feel ready to
have conversations or make

decisions about palliative care

% o

4 3 O ofadults agree 7 8 /

that if they had to have Palliative Care, o
they do not have enough information of adults think about care at

4 I N 5 to have those conversations or make end of life when they hear
decisions about their care the term Palliative care

adults agree that when they hear

of people think of cancer when the term palliative care, they think *Survey of 1,000 people in the Republic of Ireland carried out in July 2022
they hear the term Palliative Care it is about supporting the quality
of life for those with life limiting

44%

www.thepalliativehub.com #PALLCAREWEEK

conditions
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5. POLICY
AND ENGCGAGEMENT

Supporting Policy

AlIHPC continued to support the development of
palliative care policy across the island of Ireland
through:

4

Engaging with the Ministers for Health in Republic
of Ireland (ROI) and Northern Ireland (NI). Both
Ministers endorsed Palliative Care 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 (NI), attending
programme board meetings, and regular contact
with programme leads and with Health and Social
Care Trust member organisations.

Meeting senior colleagues in Departments of
Health in both jurisdictions, focusing on strategic
opportunities for AIIHPC and members to support
the delivery of palliative care, including potential
opportunities under the Shared Island initiative in
the Programme for Government (ROI)

Ongoing support for the work of the HSE and
regular meetings with the HSE Strategy and
Planning Lead for Palliative Care and National
Clinical Programme for Palliative Care.

Supporting Department of Health colleagues with
the development of the new Palliative Care Policy
for Adults (ROI)

X

4

¥

¥

X

Public Health Approach to Palliative Care
AIIHPC continued to support the development of a
public health approach in several ways during 2022:

Key Messages:
Palliative Care

Helps to
improve the
quality of life of
a person with
a life-limiting
illness

Supports
people at any

age and at any
stage of their
illness

Provides a

care plan tailored to
the individual needs of

the person including
the physical, emotional,

social and spiritual needs

of the person, their

family, carers and those
important to them

Provides physical
supports for symptoms,
and practical supports
through physiotherapy

and occupational
therapy to enable the
person to maintain or
regain a good level of
independence.

Enables the
person to continue
to do some of the
things that they enjoy,
such as hobbies and
spending time with
family

Helps people to
talk about what is
important to them

and to make decisions
about their care and
their wishes.

» Survey of public understanding of palliative
care - AIIHPC commissioned iReach to carry out
a survey of the public across the island to get a
better understanding of people’s perceptions of
palliative care. In July 2022, 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 2022. All the
survey information was made publicly available at
www.aiihpc.org as a resource for ongoing work in
this area.

» Palliative Care Week — Annual campaign which
continues to be a key deliverable of AIIHPC 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.

» Thenineth Palliative Care Weektookplacefrom11-17
September 2022 - see section on Public Awareness
for more information on the 2022 campaign.

New Palliative Care Policy for Adults in the Re-
public of Ireland - The 2020 Programme for Gov-
ernment in the Republic of Ireland committed to
publishing a new Palliative Care Policy for Adults
to update the 2001 Report of the National Advisory
Committee on Palliative Care. In September 2021,
the Department of Health launched a public consul-
tation to obtain the views of those who work in the
field of palliative care, interested organisations and
members of the public to inform the new policy.
The Department of Health commissioned AIIHPC
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to analyse the findings and write the report. The
report has now been published and is available on
the AIIHPC website, www.aiihpc.org

AlIHPC and the Department of Health held a
webinar ‘Palliative Care Policy for Adults — Sharing
the Evidence’ on Thursday 24 March at which the
findings from key pieces of work were presented
which will inform the development of the new Adult
Palliative Care Policy. The webinar was attended by
230 people.

AlIHPC's Director as well as two Voices4Care mem-
bers were invited to members of the Department of
Health's Adult Palliative Care Policy Steering Group
and actively took part in the group.

Children’s Palliative Care Strategic Advisory
Group - The AIIHPC Director has been appointed as
co-Chair of the Children’s Palliative Care Strategic
Advisory Group (Rol) which met several times
during 2022.

All Island Children’s Palliative Care Conference -17
- 18 November 2022, Belfast - AIIHPC Director was
Co-Chair of the organising committee to oversee
the All Island Children’s Palliative Care Conference
‘Communication: Compassion and Common
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Ground’, which took place on the 17 and
18 November 2022 in Belfast.

270 people attended from across the island of
Ireland and the rest of the UK and internationally
The programme included a range of disciplines
including doctors, nursing, social workers,
dieticians, physiotherapists etc.

70 abstracts were presented at the conference
including 7 oral presentations

4 keynote speakers (internationally recognised
leaders in children’s palliative care)

» 1 patient representative speaker

» 8 speakers who were clinicians / researchers /
policy makers from the island of Ireland.

»

v

»

¥

»

¥

»

¥

National End of Life Survey and Board (NELS) -
AIIHPC'’s Director is a member of the National End
of Life Survey Board as a representative for bereaved
people. The Director has also been nominated to be
a member of the NELS - Stakeholder Engagement
Working Group as a representative from an
organisation that works with the hospice and
palliative care sector, to lead on engagement with
staff in this sector. On Tuesday 15 November 2022,
AIIHPC facilitated an online information session
regarding the National End of Life Survey.



Location of individuals who responded to the new Palliative Care Policy Public Consultation

LOCATION | Figure 1.2 Individual's location

e

ULSTER ten did not answer this question
and of those who did answer,
the majority (54%) were located
in Leinster, followed by Munster,

@ @ Connaught, and Ulster.
MUNSTER LEINSTER

Of the 1584 individual responses,

‘Service Provision Out of Hours Working Group'
reconvened in June 2022 and AIIHPC has played

a supportive role throughout. The group’s main
purpose was to review the group’s previous
recommendations (2018) and recommend a Key
Performance Indicator (KPI) regarding out of hours
for use in the Republic of Ireland. Membership of
the group included representatives from a number
of disciplines and Specialist Palliative Care services.
The group developed a questionnaire to identify
the existing provision of out of hours specialist
palliative care services nationally, with input from
Maurice Dillon (National Lead for Palliative Care) as

well as from OOH SPC from Milford Care Centre. The

guestionnaire was shared with 14 different services
in late 2022 and AIIHPC is collating and analysing
the data for the report due in early 2023.

Shared Island Agenda - The AIIHPC Chair and

Director met with colleagues from the Shared Island
Unit and the Department of Health to brief them on

the work of the Institute.

Hospice Chief Executive Officer Network - AlIHPC
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 March, AIIHPC
coordinated a meeting with Matthew Reed, CEO,
Marie Curie. Matthew presented on the future of
palliative and hospice care.

North South Ministerial Council - 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.

International Palliative Care Organisations -
AlIHPC is in regular contact with colleagues in
the Scottish Partnership for Palliative Care during
2022 and met both face to face and 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

Raising awareness of palliative care is at the heart of
the work of AIIHPC each year. The need to educate
and inform the public continues to be a key priority.
The iReach survey commissioned for Palliative Care
Week 2022 showed 78% of people across the island
of Ireland still think of care at end of life when they
hear the term palliative care and 41% would be too
sacred to make decisions or have conversations if
they had to receive palliative care. Thus, further work
is needed, collaborations across different sectors are
essential and clear communication and messaging
is key, to reach people in every community across the
island of Ireland.

Palliative Care Week 2022

Palliative Care Week is AIIHPC’'s major annual cam-
paign to raise awareness and increase understand-
ing of palliative care with the public and among
health and social care professionals. The 2022 cam-
paign took place from 11-17 September and the cam-
paign theme for 2022 was ‘Palliative Care: Living as
well as possible!

Planning for Palliative Care Week 2022 began in late
2021. Following lifting of COVID restrictions in late
January, we looked forward to a combination of pre-
COVID in person and online events approach and
began to consider a combination of both online and
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Top: An Taciseach Micheal Martin and the Dunne family
(Eoghan, Teresa, Keelin and Ciara) launching Palliative Care
Week 2022.

Middle: Karen Charnley, AlIHPC Director with An Taociseach
Micheal Martin

Bottom: l-r Fintan Fagan, CEO, St. Francis Hospice; Siobhan
McArdle, Assistant Secretary of Social Care, Mental Health
and Drugs Policy, Department of Health; Karen Charnley,
Director, AIIHPC; Jim Newman, patient representative;

John Wall, patient representative; Paula Pinto, Programme
Manager, Policy and Engagement, AIIHPC; Dr Feargal Twomey,
Consultant in Palliative Medicine, Milford Care Centre & UL
Hospitals Group and HSE Clinical Lead for Palliative Care.

In 2022, we wanted to emphasise our messaging on
the benefits of palliative care in improving the qual-
ity of life of those with life-limiting conditions, their
families and those close to them. We wanted to use
different methods to share the message that pal-
liative care helps people to live as well as possible,
which informed our campaign theme for 2022.

The Palliative Care Experience Video Project re-
mained a core element of the 2022 campaign. Sev-
en videos were produced and participants included



T, \.

L-R: Yvonne McCahill, Communications Manager, AlIHPC; Karen Charnley,
Director, AIIHPC; An Taoiseach Micheal Martin, Paula Pinto, Programme Manager,
Policy and Engagement, AIIHPC; Fintan Fagan, CEOQ, St. Francis Hospice.

people receiving palliative care, parents of children
who were receiving palliative care and a family mem-
ber. The project also included a number of residents
in a nursing home setting. Each year, these personal
stories play a central role in the campaign, with par-
ticipants also contributing to our media coverage
throughout the week. Their stories are essential in
raising awareness of the benefits of palliative care
and the impact on the quality of life of those who re-
ceive it and those close to them.

To inform Palliative Care Week 2022, AIIHPC com-
missioned iReach to conduct a survey of public per-
ceptions 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 North-
ern Ireland was conducted.

The 2022 campaign benefitted greatly from messag-
es of support from the President of Ireland, An Taoi-
seach and Minister for Health from ROI, including a
meeting and photo opportunity with An Taoiseach at
Government Buildings.

We were also grateful to receive the support from the

Health Minister in NI
and Colm Gildernew,
MLA in NI although
their messages were
not publicly shared
as a mark of respect
for the death of Her
Majesty the Queen.

Perceptions of Palliative Care

of adults would be too scared to make
decisions or have these conversations il

they had to receive palliative care

%@ 22 events took place
AlIHPC .

(12 in-person and 10
online), with a range
of topics chosen to suit various audiences, i.e. the
public, health and social care professionals and those
working in the wider palliative care sector.

A comprehensive and successful traditional and so-
cial media campaign added immense value, particu-
larly the contribution of all who shared their person-
al experiences of palliative care, and the health and
social care spokespeople who gave so generously of
their time again this year.
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7. RAISING
AWARENESS
OF AlIIHPC

In early 2022, a Communications Strategy for Al-
IHPC was developed with the goal of promot-
ing the work of the Institute and its members
and to ensure that AIIHPC presents a consistent,
professional and responsive position to its mem-
bers and key stakeholders, including the public.

A key element of the Communications Strategy is to
raise the profile of the Institute through media en-
gagement. This will raise awareness of our position
within the palliative care sector, North and South,
highlighting collaboration with partners with the
aim of improving palliative care.

Articles in medical, national and regional media on
AIIHPC and member organisations throughout 2022
and particularly during Palliative Care Week, were
very well received and evidenced the value of seek-
ing opportunities to share activity across the media.
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One-of-a-kind Palliative Care course for
secondary students launched during
Palliative Care Week

Santa Sabina Dominican College

AlIIHPC social media channels- Twitter, Facebook,
LinkedIn, Youtube and Instagram (new account)
have seen substantial growth and are highly effec-
tive communications channels. As part of the AIIHPC
Communications Strategy, there will be continued
focus on expansion of these channels, to further in-
crease their value for AIIHPC, its members and key
stakeholders.

In September 2022, AIIHPC attended the Public
Health in Palliative Care International conference in
Bruges. The conference theme was ‘Creating Com-
passionate Communities.’ Yvonne Mc Cahill, AIIHPC
Communications Manager presented on ‘Palliative
Care Week 2021- A Collaborative Approach to a pub-
lic information campaign’ at the Free Commmunica-
tion session: Health Promoting Palliative Care. The
presentation was very well received. The PHPCI2022
conference’s Abstract Book has been published in
Palliative Care & Social Practice.



8. FUNDING

In addition to the financial contribution which each
of its 26 member organisations made to support the
work of the Institute, AIIHPC received funding from a
number of other organisations during 2022:

HSE

The HSE (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 continued engagement with the National
Clinical Programme for Palliative Care, delivery of
AlIHPCs components of the Caru continuous learning
programme of nursing home and continued support
for the National Palliative Care Quality Assurance
Improvement (QA+I) Enablement Committee.

The HSE also provided once off funding sanctioned
from the Department of Health to support the
range of palliative care initiatives provided by the
Institute, including supporting the Department in
the development of the new national palliative care

policy.

Public Health Agency

The Public Health Agency in Northern Ireland
provided funding to support a range of key activities
in palliative care including supporting AIIHPC's role
in brokering relations across the island. The funding
included ongoing management and support of
Palliative Care in Partnership Voices4Care (Northern

Ireland members), public health approach to
palliative care initiatives, including Palliative Care
Week and establishment of two Communities of
Practice for Specialist Palliative Care Physiotherapists
and Pastoral Care and Chaplaincy across the island.

Health Research Board and Health and Social Care
Research and Development Division

The Health Research Board and Health and Social
Care R&D Division, Public Health Agency

continues its joint support of the Palliative Care
Research Network (PCRN) from 2020 - 2023. The
funding supports the ongoing management and
support of members of the PCRN and ECRF, PPI in
palliative care research, research impact and delivery
of the PCRN Strategic Plan.

The EU Joint Programme - Neurodegenerative
Disease Research (JPND)

AIIHPC is a partner with Queen’s University Belfast
and University College Cork on MySupport study 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 of materials.

HRB Secondary Data Analysis

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

Irish Human Rights and Equality Commission
AlIHPC received funding from IHREC grant scheme
for the Shaping Palliative Care Policy using a Human
Rights based Approach project in collaboration with
University of Limerick, the Health Service Executive,
Nursing Homes Ireland and other collaborators.
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9. GOVERNANCE

AlIHPC was established in 2010 now has a total of 26
members including nine hospices, eight academic
members across the island of Ireland, the five Health
and Social Care Trusts, three charities and the Public
Health Agency (Northern Ireland).

AIIHPC Council of Members has responsibility for the
overall stewardship, strategic direction and prop-
er functioning of the Institute. The Council met on
four occasions during 2022 and progress continued
on the review of AIIHPC's governance structures.
Council of Members membership comprises of 26
member representatives and two members of Voic-
es4Care.

The Executive Committee oversees the Institute’s
financial management and accountability responsi-
bilities and met on four occasions during 2022. The
Finance & Human Resources Sub-committee reports
to the Executive Committee and met on four occa-
sions during 2022.
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10. APPENDICES

APPENDIX A

AIIHPC Council of Members 2022

MEMBER ORGANISATION

Belfast Health & Social Care Trust

Dublin City University

Dublin University Trinity College

Galway Hospice Foundation

Irish Cancer Society

Irish Hospice Foundation

Lauralynn, Ireland’s Children’s Hospice

Macmillan Cancer Support NI

Marie Curie

Marymount University Hospital & Hospice

Milford Care Centre

Northern Health & Social Care Trust

Northern Ireland Hospice

North West Hospice

Our Lady's Hospice & Care Services

Public Health Agency

Queen's University Belfast

South Eastern Health & Social Care Trust

South East Technological University

Southern Health & Social Care Trust

St. Francis Hospice

Ulster University

University College Cork

University College Dublin

University of Galway

Western Health & Social Care Trust

2022 ANNUAL REVIEW | 29



APPENDIX B

Voices4Care activity in 2022 - 67 opportunities were circulated to Voices4Care

January

Opportunity circulated to Voices4Care Rol to take part in a focus group on the
current and future palliative care needs of older people in Ireland, from University

College Dublin.

January

Opportunity circulated to Voices4Care NI to attend Regional Palliative Care in

Partnership programme meeting - this was cancelled.

January

Opportunity circulated to Voices4Care NI for one member to attend D/Health and

D/Finance ‘The Lab’ meeting on Advance Care Planning'.

January

Opportunity circulated to all members to be involved in reviewing the results
from a research project on loneliness at end of life for people with a life-limiting
condition and their carers, from Dr Jeff Hanna, a research assistant at Queen'’s

University Belfast.

January

Opportunity circulated to Voices4Care NI to take part in D/Health Public

Consultation on Advance Care Planning Policy for Adults in Northern Ireland.

January

Opportunity circulated to all members of Voices4Care to be involved in research to
inform data collected by government on palliative care. The ‘Palliative and End-of-
life Care in Ireland (PELCI)’ study is led by Dr Peter May TCD.

January

Opportunity circulated to all members to attend a Webinar on ‘Understanding
Disease Prevalence and Access to Palliative Care’ which will explore how a mapping
tool can be used to understand disease prevalence and access to palliative care

services, by Professor Christopher Lloyd, Queens University Belfast.

January

Opportunity circulated to Voices4Care members from Northern Ireland to attend
Patient and Client Council information sessions which will inform people how they
can respond to the current Public Consultation on the Draft Advance Care Planning

Policy for Adults.

January

Opportunity for a member of Voices4Care to partake in a research related activity
at AIIHPC's ‘PPI within Palliative Care Research Workshop'.

January

Opportunity circulated to Voices4Care members from Northern Ireland to
take part in a short survey from the Patient Client Council, to help understand
what matters most to the people of Northern Ireland when considering death,

bereavement and grief.

January

Opportunity circulated to all members of Voices4Care to be involved in a research
project on commmunication practices for referrals into specialist palliative care. The

Research is being driven by UCC & Marymount University.

February

Opportunity circulated to Voices4Care members from Rol to take part in Family
Carers Ireland second nationwide survey into the lives and experiences of family

carersin Ireland in 2022.

30 | 2022 ANNUAL REVIEW



February

Invitation circulated to all members to attend a virtual meeting of the group on the

8t March 2022 to discuss recruitment plans for Voices4Care.

February

Invitation circulated to Voices4Care members in the ROI giving them the option to
apply to the Irish Cancer Society’s Patient Advocate in Cancer Research Champion

Award 2022 or to circulate to anyone they believe might be interested in applying.

February

Opportunity circulated to all Voices4Care members to take part in a survey to

understand and learn from their overall experience as a Voices4Care member.

February

Opportunity circulated to Voices4Care members from Northern Ireland to attend a
webinar on the 21 March on Northern Ireland findings regarding the National Audit
of Care at the End of Life (NACEL).

February

Opportunity circulated to all Voices4Care members to be involved in media

interviews and / or video as part of Voices4Care recruitment campaign.

February

Opportunity circulated to Voices4Care members in the ROI to attend a webinar to
hear findings from key pieces of work which will informm development of the new

Adult Palliative Care Policy.

March

Opportunity circulated to Voices4Care members in the ROI to inform the
development of a radio advertisement for a HSE / IHF bereavement campaign.
An update to this opportunity was emailed on 31/03/22 with a copy of Audio being

used for the Advertisement.

March

Opportunity circulated to Voices4Care members to attend a public webinar on

personalised exercise rehabilitation, for people with cancer.

March

Opportunity circulated to Voices4Care members to support the Voices4Care

recruitment campaign.

April

Opportunity circulated to all members of Voices4Care to give additional feedback
on their involvement in research, to inform data collected by government on
palliative care. The ‘Palliative and End-of-life Care in Ireland (PELCI)' study was led
by Dr Peter May TCD.

April

Email with details of a Peer Support for Carers of people with Dementia
programme, which is being offered by Alzheimer’s UK, sent to Voices4Care

members.

April

Department of Health Rol asked two members from Voices4Care to be part of the

steering group to oversee the development of a draft adult palliative care policy.

April

Opportunity to attend a public workshop on building a Collaborative Cancer

Survivorship Research Centre.

May

Survey circulated to all members asking them to rate potential themes/tag lines for

Palliative Care Week 2022 and offering an opportunity to share their own ideas.

May

Opportunity circulated to all member to contribute to dementia focused research

by completing an anonymous online survey.
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Opportunity circulated to all members to provide feedback on a research proposal

May before its’ submission as a funding application to the Irish Cancer Society, for their
grant in Collaborative Cancer Survivorship Research Centre.
May Opportunity circulated to Rol members to volunteer for the HSE National Patient
Representative Panel.
May Invitation to PCRN Strategy Development Workshop on June 16 located in Dublin.
Opportunity to take part in research study (UCD) setting the Agenda for Patient
May and Public Involvement in Cancer Survivorship Research in Older Adulthood(May
Progress Report for CofP).
May Final opportunity for the current membership to meet virtually and share
experiences.
Pre-submission feedback is made available for a research proposal funding
June application . The proposal is to the Health Research Board seeking funding to
support a Palliative Care Research Community of Practice.
June Opportunity circulated to members from NI to endorse draft Department of Health
Advance Care Planning Policy for Adults in Northern Ireland.
Feedback on ‘Evaluation of the Introduction and use of Symptom Assessment
June Scales (SAS)'.
July Enquired regarding potential of Voices4Care membership to connect with high
profile individuals/ambassadors for added support during Palliative Care Week.
July Opportunity for 2 members to join the ‘HSE Guidelines for Post Mortem
Examination Services: Review Group'.
July Opportunity to be part of research regarding young people's experience of helping
to care for a relative who has/had a chronic/non curative iliness.
Opportunity to feedback on a research protocol, participant information leaflet,
July consent form and assent form, for mobile app that will measure vital signs, from
OLHCS.
July Invitation to attend Palliative Care in Partnership Voices4Care Meeting in Belfast.
Opportunity to attend the Irish Cancer Society hosting of Professor Declan
August Devane's online webinar: ‘Tips on Finding Reliable Health Information.’
August Opportunity to engage with Palliative Care Week (social media, events, etc).
August Marie Curie Survey ‘Care and Support for Dying at Home: 1952-2022'.
August Invitation to Palliative Care Week Launch Event.
August Invitation to attend Regional Palliative Care in Partnership Meeting (NI).
September Public consultation on a draft Policy Framework for Open Disclosure in the Irish
Health and Social Care Sector.
Opportunity to engage in a PhD project which aims to develop and pilot a 6-week
September

mindfulness intervention for people known to the Marie Curie Helper Service.
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September

Opportunity for 1 member of Voices4Care to join AlIHPCs Board.

September | Provide feedback on research study.
September | National PPI Festival
AlIHPC is provided a Skills Building Meeting for all Voices4Care members. General
September ) ) )
engagement skills as well as how to engage with research were provided.
Opportunity to join HSE National Clinical Programme for Palliative Care Working
September
Group.
September | Anonymous survey regarding Palliative Care Week 2022.
October National PPI Festival - Introduction to PPI| for members of the public held in UCC.
October Invitation to Advance Care Planning Policy Launch in NI.
October Shared the 2022 Think Ahead Planning Pack.
Opportunity to join HSE Research and Development Patient and Public Reference
October
Group.
Octob Sharing of ‘For Now and For Future - An Advance Care Planning Policy for adults in
ctober
Northern Ireland’.
November | Opportunity to attend and inform Palliative Care Research Network Symposium.
Opportunity to contribute towards a Voices4Care book in commemoration of
November ] )
Voices4Care 10-year anniversary.
Opportunity for Voices4Care member on AIIHPC's Palliative Care Research Network
November ) R )
Strategic Scientific Committee.
November Living with loss - public event hosted by Irish Hospice Foundation.
N b Palliative and End of Life Care in Ireland (PELCI) Study, ‘The promise and peril of big
ovember
data for health research in Ireland: Acting on the results of PELCI study’
Tender for CARU Evaluation Programme: a national programme supporting
December o ) ) ) )
palliative, end-of-life and bereavement care in nursing homes in Ireland.
December | Survey to understand availability, interest and views on Voices4Care book project.
Opportunity to review and provide feedback on documents related to two studies
December o ) )
of activity rhythms in people with cancer.
Sharing opportunity from HSC R&D Division 16 & 21 Feb 2023 - ‘Building Research
December

Partnerships Workshop' was noted in newsletter.
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