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20139 AT A GLANCE

Refreshed Voices4Care - 49 members (33 new and 16 renewing membership)

Produced seven videos of palliative care experiences

Delivered seminar on Designing and Developing Technologies for Palliative Care - 37 organisations represented

Hosted 8" Annual Palliative Care Research Network (PCRN) Symposium on out of hours palliative care - 67
attended

10 news members joined Palliative Care Research Network

63 new members joined Early Career Researcher Forum

Supported a range of Knowledge Transfer and Exchange activities

Awarded National Adult Literacy Agency (NALA) Plain Language award 2019

Supported PCRN members with national and international funding calls

366 colleagues from 15 nursing homes facilitated in third phase AIIHPC Project ECHO Nursing Homes

26 participants in the fourth AIIHPC Project ECHO: Occupational Therapy and Physiotherapy

24 visitors from Romania and Germany hosted as part of ERASMUS funded project for European undergraduate
palliative medicine curriculum (EDUPALL)

Hosted 'Systems Not Silos: Improving Palliative and End of Life Care in Secondary Care Seminar’ - 35 attended

Hosted all-island Round Table on a Public Health Approach to Palliative Care in Dundalk - 46 attended

Coordinated sixth annual Palliative Care Week, increasing involvement and engagement in campaign across the
island of Ireland

FOREWORD

A leading organisation with national and international
influence, All Ireland Institute of Hospice and Palliative
Care (AlIHPC) drives excellence in palliative care. The
year 2019 was a busy one for AIIHPC. This review
highlights the Institute’s work to improve the palliative
care experience of people with life-limiting conditions
and their families by advancing education, research,
policy and practice.

The refresh and renewal of Voices4Care membership
was a major project for AIIHPC during 2019. We
facilitated 33 new people with a range of palliative care
experiences and interest into becoming involved in
improving the palliative care experience. They joined
16 renewing members to make a valued and valuable
contribution to our work and that of our partners.

The Institute continued to support palliative care
research with highlights including an innovative
interdisciplinary seminar on technology and palliative
care and the Palliative Care Research Network (PCRN)
annual symposium. We were delighted to have 10 new
PCRN members and 63 new members joining the Early
Career Researcher Forum during the year.

Through AIIHPC's knowledge and experience of
Project ECHO (Extension for Community Healthcare
Outcomes), we brought learning opportunities to new
participants in new areas. This included 366 colleagues
from 15 nursing homes in the mid-west of Ireland in
the third phase of Project ECHO and to 26 colleagues in
occupational therapy and physiotherapy in the fourth
phase.

The Institute facilitated a very successful sixth
Palliative Care Week in September 2019 aiming to raise
awareness of the difference palliative care can make
to people with life-limiting illness, carers and families
throughout the island of Ireland. This major awareness
campaign was enhanced again by personal stories of
palliative care experiences.

AIIHPC continued to engage with key officers in
government departments and agencies across the
island. Opportunities to improve practice and to
influence policy, for example the development of
a public health approach to palliative care, were
supported, and efforts continued to keep palliative
and end of life care on the political agenda.

AlIHPC's work is guided by a small and dedicated team
and | am grateful for their hard work in delivering on our
business plan each year. I'm 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 the Institute’s 26
partners, who continued to support our work during
2019. The support of AlIHPC's host organisation, Our
Lady's Hospice & Care Services, Harold's Cross, Dublin,
is very much appreciated.

All of 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, Department
of Health NI and the Irish Hospice Foundation. Their
support is gratefully acknowledged.

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

The voices of people with life-limiting illnesses, their
carers and interested citizens in the wider community
are central to AIIHPC's work. The two key aspects of the
Institute’s work in this area in 2019 were supporting
the Voices4Care group and delivering a Palliative Care
Experience Video project.

REFRESH AND RENEWAL OF VOICES4CARE

AIIHPC managed the refresh and renewal of
Voices4Care, supported significantly by resources
from the Public Health Agency/Health and Social Care
Board in Northern Ireland, support from the Health
Service Executive in the Republic of Ireland, and across
the Institute’s partners. A major marketing exercise to
promote the opportunity to join Voices4Care began in
January 2019. By October 2019, a total of 49 members
of Voices4Care were being supported for involvement
by AIIHPC. These included the 33 new members who
joined in spring/summer along with 16 previous
members who renewed membership for a further two
years.

Table 1: Breakdown of Voices4Care membership

Attending the Voices4Care induction meeting on 3 May 2013 in
Dublin

Attending the Voices4Care Palliative Care in Partnership meeting
on 16 May 2019 in Belfast

Voices4Care Membership at October 2019

VOICES4CARE IMPROVING THE PALLIATIVE CARE EXPERIENCE

Voices4Care members informed and influenced
palliative care education, research, policy and practice,
in a collaborative and supportive manner within the
context of AIIHPC's work and the work of the wider
palliative care community across the island of Ireland
during 2019.

Members were engaged in a wide range of activities,
some 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 induction meeting held on Friday 3 May 2019 in the
Ashling Hotel, Dublin, was an opportunity to ensure
that potential new members had the right information
and support to play an effective role. Following the
induction meeting, a meeting of Palliative Care in
Partnership Voices4Care was held on Thursday 16
May in Belfast Central Mission, Belfast city centre. This
is the northern Voices4Care members who comprise
the Service User and Carer Reference Group in the
Northern Ireland regional Palliative Care in Partnership
Programme.

Two further meetings of Voices4Care were held during
August, one in Dublin on 9 August and a second
meeting in Belfast on 27 August.

At the Dublin meeting, for all members, a workshop
session was facilitated on access to out of hours
support. The input from members informed the
Palliative Care Research Network Annual Symposium
held in November. Members were also updated on
plans for Palliative Care Week 2019 and discussed
ideas for supporting the campaign.

A meeting of Palliative Care in Partnership Voices4Care
(northern Voices4Care members) was held in Belfast
on 27 August. Colleagues from the Palliative Care in
Partnership Programme gave an update onthe regional
programme and there was discussion on the review of
the ‘Your Life, Your Choices’ booklet, the National Audit
of Care at the End of Life - Quality survey process in
Northern Ireland, and on a public health approach to
palliative care.

Voices4Care member Janet Moffett at the Palliative Care in
Partnership event to mark the beginning of Palliative Care Week

Ter;gn W'th life- Carer/Former Interested Total (new &
imiting illness / o Female | Male ;
I Carer citizen renewing)
palliative care needs
NI Members 1 11 4 11 5 16 (11 & 5)
ROI Members 4 20 9 24 9 33(22&11)
49 (33 & 16)
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VOICES4CARE ACTIVITY IN 2019

outh b (o 85 e i e ] Pt e Month Members consulted on/participated in/invited to

February Invitation to members to bring service user/carer perspective by participating in the ‘Research September | Member speaks of palliative care experience at Palliative Care in Partnership (NI) event to
Impact: Knowledge Transfer and Exchange’ workshop held in March at Ulster University mark beginning of Palliative Care Week
March Invitation to Inaugural Professorial Lecture ‘Living Matters, Dying Matters: an insight into September | Member attendance at NI Regional Palliative Care in Partnership Programme Board
the changing face of palliative care’ by Professor Sonja Mcllfatrick, Professor of Nursing and
Palliative Care, Ulster University, Jordanstown September | Consultation on research project name for programme designed to guide family carers of
people in the later stages of dementia coordinated by Queen’s University Belfast
March Participation in first workshop to develop Patient and Public Involvement Training Package
with Medical Research Charities Group (Dublin) September | Opportunity to be a speaker at the Irish Association for Cancer Research Annual Conference in
February 2020
March Invitation from School of Nursing at Ulster University to consultation events in April on
development of a paramedic practice degree at the university October AIIHPC supported 10 Voices4Care members to attend FORUM 2019 - Dying is Everyone’s
Business, in Dublin, organised by The Irish Hospice Foundation
April Opportunity to be involved with South East Community HealthCare in branding and logo for
new inpatient unit (hospice) at University Hospital Waterford October Opportunity to input into summary of Voices4Care workshop on out-of-hours palliative care
and to present to 8th Annual Palliative Care Research Network Symposium
April Draft NI Cancer Trials Network/NI Cancer Research Consumer Forum 5 year strategy for
Personal and Public Involvement in cancer research in Northern Ireland shared in consultation October Opportunity to attend Round Table on a Public Health Approach to Palliative and End of Life
process Care in December
May Participation in second workshop to develop Patient and Public Involvement Training Package October Opportunities to attend A Public Health Approach to Palliative Care - Strategic Insight Labs in
with Medical Research Charities Group (Dublin) November (NI)
June Attendance at AIIHPC all Ireland Seminar on Designing and Developing Technologies for October Request for feedback on ‘Your Life, Your Choices’ Booklet (NI)
Palliative Care held in Dublin
November Opportunity to attend focus group on palliative cancer care in Northern Ireland, December
July Opportunity to become a member of AlIIHPC Council of Partners - one north, one south 2019, at Marie Curie Belfast
August Expression of Interest in involvement in NI Cancer Strategy Palliative and End of Life Care Sub- November New member of Palliative Care Research Network Strategic Scientific Committee to replace
Group ROl member
August Opportunity to review research proposal description for a project coordinated by Trinity November | Attendance at workshop on A Public Health Approach to Palliative Care with Department of
College Dublin and Royal College of Surgeons In Ireland to support people in making decisions Health (NI)
about their future healthcare at the end of life
November Opportunity for input by member to Palliative Care Research Network Annual Symposium on
September | New member of Palliative Care Research Network Strategic Scientific Committee to replace NI care out of hours, and attendance of other members
member
November Opportunity for involvement in research project led by Marie Curie and Queen'’s University
September | Opportunity for further involvement of NI Palliative Care in Partnership Voices4Care members Belfast to develop a programme of research on integrated palliative care and heart failure
in Northern Locality Board, South Eastern Locality Board and Southern Locality Board
December Invitation from NI Palliative Care in Partnership to attend Macmillan Collaborative Site
September | Members involved in bringing Palliative Care Week campaign to their communities through Regional Planning Workshop in February 2020
distributions of promotional materials and on social media
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OTHER ONGOING INVOLVEMENT

Voices4Care

Frequency Members

Quarterly Governance - AlIHPC Council of Partners 2

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

Ongoing National Clinical Programme (Rol) for Palliative Care Working Group 1

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

Ongoing Locality Programme Boards (NI) 4

PALLIATIVE CARE EXPERIENCE VIDEOS

For the third year, AIIHPC supported by the Health
Service Executive (HSE) Quality Improvement Division
(Republic of Ireland), collaborated to produce seven
videos highlighting a wide range of palliative care
experiences. The project was also supported by the
Public Health Agency (Northern Ireland). We are
indebted to the participants in the video project who
were so generous in sharing their personal palliative
care experiences. The seven videos were released
during Palliative Care Week 2019.

All the video participants were living in their community
and were being supported by local hospice and
palliative care services while living at home. The videos
represent a range of experiences from children’s
palliative care through to palliative care for adults.
Filming took place in Dublin, Belfast, Galway, Antrim
and Meath. The videos, along with a transcript of each
film, were made available on www.thepalliativehub.com

These videos were a valuable resource for Palliative
Care Week 2019. They are also an ongoing resource
to promote wider public conversation and discussion
around palliative care and to promote learning and
education among health and social care professionals.

2. RESEARCH

PALLIATIVE CARE RESEARCH NETWORK

In 2012, AlIHPC established the Palliative Care Research
Network (PCRN) to address the need for more
collaborative, multidisciplinary research in palliative
care on theisland of Ireland. The PCRN brings together
leading researchers in palliative and end of life care
to share knowledge and collaborate to improve
quality of life for people with palliative care needs. It
does this by producing evidence-based research that
informs policy, practice and education. During 2019,
10 new members joined the PCRN bringing the overall
membership to 50. New members from our partner
organisations included: Dr Cathal Cadogan (RCSI),
Prof Dympna Casey (NUIG), Prof Gerard Fealy (UCD)
, Dr Suja Somanadhan (UCD), Dr Aidan McKiernan
(Laura Lynn Ireland's Children's Hospice), Dr Siobhan
Fox (UCC), Dr Bridget Johnston (TCD), Dr Emer Guinan
(TCD), Dr Helen Kerr (QUB), and Dr Loreena Hill (QUB).

The PCRN Strategic Scientific Committee, which is
responsible for supporting the strategic development
of the network met in March, June, September and
December 2019. The committee focuses on the PCRN
Strategic Plan (2017-2022) and areas for discussion
to support implementation including collaborative
research funding opportunities, planning of PCRN
events, Voices4Care involvement in research,
membership and development of the PCRN, the Early

Career Researcher Forum and knowledge transfer and
dissemination.

A survey of PCRN members concluded in March 2019
showed that encouraging collaboration on palliative
care research was a noted success of the PCRN, while
areas for further development included supporting
service-user/carer involvement and the PCRN's
sustainability.

EARLY CAREER RESEARCHER FORUM

The Early Career Researcher Forum (ECRF) provides
opportunities to access peer and mentor support,
develop links with senior researchers, participate in
capacity building workshops and share knowledge
across disciplines. In 2019, 63 new members joined
the forum with total membership at 110. The ECRF
committee met in April, May, and December and
focussed on membership and capacity building, the
ECRF research zone on The Palliative Hub, social media
activity, and competence needs assessment. During
2019, Dr Bridget Johnston, ECRF chair, transitioned to
the PCRN and was replaced by Monika Pilch, a SPHERE
PhD candidate from TCD.

Prof Lorenzo Chiari, Dr Mary Rabbitte, Dr Tobias Steigleder, Dr Maria Bulgheroni, Ms Karen Charnley, and Dr Mariko Masujima at the
Designing and Developing Technologies for Palliative Care seminar
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DESIGNING AND DEVELOPING TECHNOLOGIES FOR PALLIATIVE CARE

In 2019, AIIHPC hosted an interdisciplinary seminar on
designing and developing technologies for palliative
care on 12 June in Dublin. This seminar focussed on
how technology can provide a unique opportunity to
support people with palliative care needs and their
families, for example, with symptom assessment,
self-management, communication, environmental
control and mobility. The seminar brought together
industry, health, science and engineering researchers
and professionals. It provided insights into the latest
national and international research in palliative
care and technology, on service user design, and
ethical and economic considerations for product
development. This all-lreland event, sponsored by
the HRB and HSC R&D, included attendees from 37
different organisations across the island, including
Science Foundation lIreland and Enterprise Ireland.
Speakers included Dr Tobias Steigleder, University of
Erlangen (Germany), Prof Lorenzo Chiari, University
of Bologna (Italy), Dr Maria Bulgheroni, Abacus Milan
(Italy), Dr Mariko Masujima, Chiba University (Japan),
Dr Geraldine Foley, TCD, Dr Fiachra O'Brolchain,
DCU, Dr Patricia Fox, UCD, Dr Stephen O'Driscoll, SFI,

Speakers at the PCRN Symposium

Dr Claudine Kearney, RCSI, Tim Jones, Bioinnovate
NUIG, Prof Suzanne Martin, UU, and Prof Dympna
Casey, NUIG. Also our panel members included Ray
Elder, South Eastern Health and Social Care Trust, and
Candace Lafleur, CR Robotics.

Prof Dympna Casey, NUIG, at the Designing and Developing
Technologies for Palliative Care event

PALLIATIVE CARE RESEARCH NETWORK 8™ ANNUAL SYMPOSIUM

In 2019, AIIHPC hosted the 8th Annual Palliative
Care Research Network (PCRN) Symposium on 14
November in Dublin. The annual symposium is an
island of Ireland event that promotes the impact of
palliative care research to improve palliative care by
changing practice and policy. The symposium theme
focussed on the number one research priority on the
island of Ireland, the provision of out of hours palliative
care. Dr Kathleen MacLellan, Assistant Secretary, Social
Care Division, Department of Health (ROI), and Chris
Matthews Director of Primary Care, Department of
Health (NI), opened the event which was sponsored
by HSC R&D. There were 67 people attending from
35 different organisations, including researchers,
clinicians, service providers, policy makers and
Voices4Care members. Some of the highlights from
the day included presentations from expert speakers
including the public/patient perspectives on out of
hours care on the island of Ireland, the effectiveness
and cost effectiveness to provide safe out of hours
care, latest guideline recommendations, and services
that support out of hours care. During an open session,
participants had the opportunity to discuss and explore

Speakers at the PCRN Symposium

with the expert speakers the key research areas in
out of hours palliative care. Speakers included Harry
Cheevers, Voices4Care member, Prof Sam Ahmedzai,
University of Sheffield, Prof Charles Normand, Trinity
College Dublin, Dr Sara Yardley, University College
London, Dr Bridget Johnston, Trinity College Dublin, Dr
John Lombard, University of Limerick, Craig Harrison,
Marie Curie NI, and Mary Ferns, Irish Cancer Society.
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KNOWLEDGE TRANSFER AND EXCHANGE

During 2019, AIIHPC supported PCRN and ECRF
members with knowledge transfer and exchange
activities with highlights including:

+ Delivering a Research Impact Workshop with Ulster
University in March in Jordanstown.

*  Supporting PCRN members with research project
web pages on the Palliative Hub Professional to
showcase their work, as well as blog articles and
webinars for PCRN and ECRF members.

* Supporting mySupport project with a project
website and logo design (involving Voices4Care).
This EU JPND funded project, led by QUB and
involving UCC, aims to scale up a Family Carer
Decision Support intervention designed to inform
carers about end of life care options available to a
person with advanced dementia.

« Supporting the PallCare4Dementia project with
website development, an interactive blog and
support for developing infographic and videos.
This project, led by UCC involving UCD and UU,
aims to improve the palliative care of people with
dementia, and their families, by developing a
service-delivery ‘Model'.

*  Supporting the Palliative Care Research Forum
Northern Ireland event to show case palliative care
research in Northern Ireland in September 2019
during Palliative Care Week.

AIIHPC receives plain language award

NALA PLAIN LANGUAGE AWARD

The National Adult Literacy Agency (NALA) awarded
their Plain Language award to Marie McKeon, AlIHPC
Knowledge Transfer and Exchange (KTE) Project
Manager, Prof Suzanne Guerin, UCD, and Prof George
Kernohan, UU, for their role as facilitators on the
Knowledge Transfer and Exchange workshop. Marie,
Suzanne and George, accepted the award on behalf of
AIIHPC at a ceremony in the Law Society of Ireland in
February 2019.

CLINICAL RESEARCH PRIORITISATION WITH
HOSPICE PARTNERS AND PCRN

Dr Mary Rabbitte, AIIHPC Research Programme
Manager, and Dr Ann Leahy, PCRN Project Manager,
in collaboration with Dr Martina O'Reilly and Dr Mike
Lucey in Milford Care Centre, Limerick, delivered a
Research Priority Setting workshop in March 2019.
The participants included 21 members of the multi-
disciplinary team at Milford, and our PCRN members
in UL, Dr John Lombard, Law, Prof Stephen Gallagher,
Psychology, and from Nursing and Midwifery Prof
Alice Coffey, Dr Owen Doody and Dr Pauline Meskill.
The workshop supported the identification of priority
research areas across disciplines that could support
Milford Care Centre in further developing and updating
their research strategy.

EUROPEAN ASSOCIATION FOR PALLIATIVE
CARE (EAPC) CONGRESS IN BERLIN

AIIHPC hosted a meet the expert session ‘Maximising
Global Impact in Palliative Care: Achieving Effective
Knowledge Transfer and Exchange’ at the European
Association for Palliative Care Congress in Berlin in
May 2019. The session was delivered by Prof Suzanne
Guerin (UCD) and Marie McKeon, AIIHPC KTE Project
Manager. AlIHPC had a stand at the event where we
promoted the work of the PCRN and the Institute; this
included providing a booklet to congress attendees
promoting PCRN and ECRF members’ presentations
and poster sessions at the event. AIIHPC also had
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a number of poster presentations at the event,
promoting the work of the PCRN and knowledge
dissemination activities. The congress provided great
opportunities for the team to network with existing
and new palliative care associates from the island of
Ireland and internationally.

FORMERAIIHPC HEAD OF RESEARCH ELECTED
TO EAPC BOARD

AlIHPC were delighted to nominate Prof Sonja
Mcllfatrick, Professor of Nursing and Palliative Care
and Head of School of Nursing at Ulster University and
PCRN member, forelectiontothe board ofthe European
Association for Palliative Care. Prof Mcllfatrick was
elected to the role in May 2019.

AlIHPC RESPONDED TO AND SUPPORTED
PCRN MEMBERS WITH SEVERAL FUNDING
CALLS DURING 2019

Irish Human Rights and Equality Commission
Funding

AlIHPC's Dr Mary Rabbitte, Research Programme
Manager, in collaboration with Dr John Lombard,
PCRN member and University of Limerick School of
Law, Deirdre Shanagher, the Irish Hospice Foundation,
and Jacqui Graves, Sue Ryder UK, successfully secured
funding from the Irish Human Rights and Equality
Commission. Funding for the Human Rights in Palliative
and End of life Care for Health Care Professionals
project was to promote awareness and understanding
of human rights challenges associated with palliative
care amongst this professional group. The project got
underway in October 2019.

HRB Secondary Data Analysis Projects 2019

PCRN members from Trinity College Dublin in
collaboration with the Irish Hospice Foundation and
AlIHPC were successful in an application to the Health
Research Board for funding for Secondary Data
Analysis Projects. The Palliative and end of life care
data in Ireland (PELCI) Project, led by Dr Peter May and
Dr Bridget Johnston, is in collaboration with the Irish

Hospice Foundation, the Health Service Executive, the
National Cancer Registry and AIIHPC. This project will
access data from multiple government bodies and The
Irish Longitudinal Study on Ageing (TILDA) to describe
national trends in death and dying; to measure
differences in palliative care service by region; and to
evaluate how local palliative care provisionis associated
with important indicators of end-of-life experience.

Slaintecare Integration Fund

AIIHPC supported a application for
Sldintecare Integration funding for a Rehabilitative
Palliative Care project. The project is led by PCRN
member Dr Karen Ryan, University College Dublin/St
Francis Hospice and the Mater Hospital, in collaboration
with Dr Bridget Johnston, Trinity College Dublin and
PCRN member, and AIIHPC. This project will provide
an innovative model of rehabilitative palliative care
spanning hospital and community, developing a rapid
response element, and growing the contribution of
allied health professionals (AHPs).

successful

Health Research Board (HRB) Collaborative

Doctoral Fellowship Programme

PCRN members led by Prof Suzanne Guerin (UCD)
and co-led by Dr Suzanne Timmons (UCC) and
involving PCRN members in collaboration with AIIHPC
submitted an application to the HRB Collaborative
Doctoral Fellowship programme that focussed on the
All-Ireland Top 10 Research Priorities in Palliative Care.
Unfortunately the application was unsuccessful in
progressing to stage two of the process.

EU Marie Curie Individual Fellowship Society and
Enterprise

AIIHPC in collaboration with Dr Christopher Klinger
from Canadaand PCRN member Prof CharlesNormand,
Trinity College Dublin, and Prof Ciaran O'Neill, Queen’s
University Belfast, submitted a proposal in Autumn
2019 on economic evaluation for people with palliative
care needs considering the patient, family, public,
healthcare professional, policy maker and health
economist perspectives.

15
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HRB and Department of Health ‘Out-of-hours
Review: an Evidence Review'

PCRN members, Dr Bridget Johnston and Dr Peter
May, and ECRF member Dr Rachel McAuley, all from
Trinity College Dublin, in collaboration with AIIHPC
and other partners, published a systematic review
of the evidence to support out of hours services for
adults. The Department of Health (ROl) commissioned
the review to inform the revision of national palliative
care policy and address the recognised challenges in
providing out of hours palliative care.

Ongoing networking opportunities

During 2019, AIIHPC were delighted together with
PCRN members to meet with senior executives from
the Health Research Board (ROIl), and the Health and
Social Care Research and Development Division (NI) to
discuss the work of the network. Meetings also took
place with colleagues from University College Dublin,
Ulster University, The Irish Hospice Foundation,
Laura Lynn Ireland's Children's Hospice, University of
Limerick, Marie Curie UK , Northern Ireland Hospice,
Waterford Institute of Technology, and Saint John of
God Hospitaller Services Group, Dublin, to name a few.

H 0

Dr Mary Rabbitte, AIIHPC Research Programme Manager, speaks about palliative care research at an event hosted by Health Research
Charities Ireland which included political representatives

3. EDUCATION

PROJECT ECHO AIIHPC

With the support of the Health Service Executive
(ROI), AIIHPC continued to deliver Project ECHO™
(Extension for Community Healthcare Outcomes)
during 2019. Project ECHO 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.

Project

ECHO

All Ireland Institute of Hospice & Palliative Care

Project ECHO AIIHPC: Nursing Homes (Phase 3)
began in Spring 2019 and was supported by Milford
Care Centre, Limerick. This project involved 366
multidisciplinary colleagues from 15 nursing homes
in the mid-west of Ireland. Fortnightly sessions using
Zoom technology were delivered to participants’ places
of work and involved case presentations, discussion of
patient scenarios and determining the best course for
treatment. An evaluation of the project was undertaken
by the University of Limerick with results to be
published in 2020.

Project ECHO Occupational Therapy and
Physiotherapy

In partnership with the National Clinical Programme
for Palliative Care (ROI), Project ECHO AIIHPC
(Phase 4) was delivered to occupational therapist
and physiotherapist colleagues working in primary
care teams. Twenty six occupational therapists and
physiotherapists were involved in this Project ECHO. Its
aim was to support the development of knowledge, skills

and confidence of the participants to support people with
life-limiting conditions. Training sessions were completed
at the end of July and an evaluation of the project by
Trinity College Dublin will be published in 2020.

Disseminating the learning from Project ECHO

In collaboration with Dr Dan Ryan, Consultant
Geriatrician and Stroke Physician at Tallaght University
Hospital, AIIHPC's Dr Cathy Payne delivered the
keynote address ‘Project ECHO AIIHPC: Nursing
Homes - Initiation, Delivery and Evaluation' at the
Irish Association for Palliative Care (IAPC) 18th Annual
Education and Research Seminar in February 2019.

Preliminary findings from ECHO Phase 2, which brought
together 339 nursing homes staff from across Dublin
with palliative care staff from St Francis Hospice and
Our Lady's Hospice & Care Services, Dublin, were also
presented at the 2019 Annual and Scientific Meeting of
the Irish Gerontological Society in Cork in September
2019.
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EDUPALL delegation of visitors from Romania and Germany in Dublin in March,

with Dr Cathy Payne, AlIHPC Programme Manager

EDUPALL - EU ERASMUS

As a partner in the ERASMUS-funded EDUPALL
project, AIIHPC continued the development of this
project in 2019. The aim of EDUPALL is to develop a
medical undergraduate palliative care standardised
curriculum with supporting materials being developed
by palliative care experts and teaching and learning
experts.

Following completion and agreement of the palliative
care undergraduate curriculum, work continued
throughout 2019 on the development of supporting
materials for trainers and students. A number of
events took place in support of this project:

EDUPALL and AIIHPC hosted a delegation of 24
people from Romania and Germany in Dublin from
25 to 29 March 2019. Delegates visited the state of
the art healthcare training suites at the Royal College
of Surgeons in Ireland and Dublin City University.

Colleagues from University College Dublin and St
Vincent's Hospital, Dublin, presented on innovation
in palliative care education. Delegates also toured
Our Lady's Hospice & Care Services in Harold's Cross,
Dublin.

The visitors also were among those who attended
the ‘Palliative Care Education: Integration and
Innovation' seminar held on 26 March in University
College Dublin (UCD). It was co-hosted by AIIHPC and
Associate Professor Michael Connolly from UCD. The
workshop was attended by approximately 80 people
from across the island, including those involved in
teaching undergraduate palliative medicine. The one
day seminar included presentations on innovations
in palliative care education from world class speakers
from the Republic of Ireland, Northern Ireland,
Germany, Switzerland, France and England.
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Atthe 16th World Congress of the European Association
for Palliative Care in May 2019 in Berlin, Dr Cathy Payne,
AlIHPC Programme Manager, presented at a Congress
Pre-Meeting EDUPALL Multiplier Event - ‘Innovation
in palliative care undergraduate medical education'.
Delegates were informed about how they could use
EDUPALL training materials in their undergraduate
medical programmes. The meeting was an opportunity
to launch the EDUPALL curriculum and gather interest
internationally in the project.

A further week-long EDUPALL training session took
place from 23 to 27 September in Aachen, Germany,
to support academic trainers to develop skills in both
teaching and evaluation of adult learning. AlIIHPC
provided bursaries to colleagues from NorthernIreland
Hospice, Galway Hospice and Our Lady's Hospice &
Care Services, Dublin, to attend.

The EDUPALL curriculum was launched with Romanian
Medical Schools in October 2019. The online training
materials have also been made available to view in
English on The Palliative Hub - Learning Platform.

AlIHPC DEVELOPS PARKINSON'S
UK GP COURSE

An on-line programme developed by AIIHPC was
launched by Parkinson's UK as part of World
Parkinson’s Day on 11 April 2019. The ‘Care and support
in advanced Parkinson’s: A guide for general practice
(Excellence Network)' course is aimed at GPs, Practice
nurses and other health and social care professionals
working within primary care and caring for people with
advanced Parkinson's.

PALLIATIVE CARE COMPETENCY
IN SOCIAL WORK

With support from the Health and Social Care Board
(NI), AlIHPC worked with senior social work colleagues
from across the island in 2019 to explore how social
work competency in specialist palliative care could be
supported and evidenced. A review of the palliative
care competence frameworks in both jurisdictions was

undertaken. Three themes were identified as the focus
for potential post qualification modules for social
workers aspiring to work in specialist palliative care.
Following this, AIIHPC undertook a mapping exercise
of current relevant courses on the island of Ireland
with the report ‘Opportunities for Social Worker
Development in palliative or end of life care within the
island of Ireland’ developed. This report informed the
next steps of this working group into 2020.

EDUCATION DATABASE

AIIHPC continued to update the Palliative Care, End of
Life and Bereavement Education Database which at the
end of 2019 included 193 courses from 40 providers.
These range from short courses to Masters level
programmes provided by a range of organisations.

IRISH CANCER SOCIETY

The Institute’s Education Team continued to support
colleagues from the Irish Cancer Society's Night Nurse
Team with their ongoing utilisation of their training
area on the Palliative Hub - Learning Platform and
potential plans for future developments.

LEARNING RESOURCE
ON INTELLECTUAL DISABILITIES

A new Online Module on The Palliative Hub Learning
Platform ‘Widening Access to Palliative and End of
Life Care for People with Intellectual Disabilities’ was
launched in October 2019. It is primarily for health and
social care professionals and aims to promote optimal
palliative and end of life care to people with intellectual
disabilities in any care setting. Development of this
resource was led by Dr Dorry McLaughlin, Queen's
University, Belfast, in partnership with Ulster University,
AIIHPC, and with consultation with an expert reference
group. A strong service user perspective was present
in both the design and delivery of the resource.
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EDUCATION IN MEDICAL SCHOOLS

Following discussions with palliative care medical
trainers, AlIHPC hosted a meeting on 25 November for
Institute partners to network, share and learn about
each other's undergraduate palliative care medical
education training across the island of Ireland. The
workshop was attended by 24 participants from eight
medical schools including heads of school, palliative
medicine consultants and palliative care tutors. This
was the basis for information sharing and further
collaboration in the future.

PALLIATIVE CARE COMPETENCE FRAMEWORK

InJune and October 2019, AlIHPC coordinated meetings
of key people involved in the post graduate palliative
care programmes in universities in the Republic of
Ireland regarding the potential development of a
‘National Standard Clinical Competence Assessment
Document for Palliative Care'. Colleagues agreed to
collaborate to develop a joint document for use in the
various programmes and an example was shared by
one of the universities.

HOSPICE EDUCATION PROVIDERS

AlIHPC continued to support The Hospice Education
Providers Network in 2019. The Network met in
October when AIIHPC and network members had
an opportunity to share updates on their respective
educational activities and discuss potential areas for
future collaboration.

PALLIATIVE WOUND CARE

AIIHPC supported Professor Georgina Gethin, National
University of Ireland Galway, with a proposal to
develop a European Association for Palliative Care
taskforce on palliative wound care. The main aims of
this group would be to increase understanding in this
area, develop education and research on this topic and
ultimately improve wound care.
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4. THE PALLIATIVE HUB

MARKETING AND PROMOTION

AlIHPC continued to promote The Palliative Hub via its
newsletter, conference attendance and social media.
AlIHPC promoted the updated information leaflet with
details of the Hub components:

* The Palliative Hub - Landing Site: (including
information on Palliative Care Week)

* The Palliative Hub - Children and Young People

* The Palliative Hub - Adult (including a sub site
dedicated to support carers)

¢ The Palliative Hub - Professional

« The Palliative Hub - Learning Platform

The leaflet was distributed at conferences/events,
promoted through AIIHPC partner networks and its
availability was promoted in AIIHPC's newsletter. The
www.thepalliativehub.com web address was carried
on all promotional materials for Palliative Care Week.

PALLIATIVE HUB
- PROFESSIONAL (RESEARCH ZONE)

During 2019, there was significant work on continual
updating of the Research Zone on The Palliative Hub -
Professional. The Research Knowledge Transfer Project
Manager worked with members of AIIHPC Palliative
Care Research Network (PCRN) and Early Career
Researcher Forum (ECRF) to promote their work
on the platform and share resources of interest to
researchers.

Content added to the platform during 2019 included:

«  Peer reviewed publications from members of the
PCRCN and the ECRF

* PCRN Annual Symposium information including
videos of presentations

Interdisciplinary seminar information including
videos of presentations

+ Researcher webinars, podcasts and blogs

« Information on projects and access to a range of
reports, papers, videos and other materials.

RESPONDING TO REQUESTS FOR SUPPORT

AlIHPC continued to maintain and update the various
components of The Palliative Hub during 2019 and
responded to several requests for support including:

The addition of a ‘Breathlessness resource’ to The
Palliative Hub - Adult, following a request from Our
Lady's Hospice & Care Services, Dublin. The webpage
contains guidance and resources to support people
experiencing breathlessness.

A course developed by the Northern Ireland
Occupational Therapy Forum for Oncology & Palliative
Care on Cancer Related Fatigue was added to The
Palliative Hub - Learning Platform. This course was
devised for registered Occupational Therapists working
in all settings, caring for people with palliative care
needs and may be applicable to other professionals.
Its purpose was to increase understanding of cancer-
related fatigue and how to manage it.

THE PALLIATIVE HUB
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S. POLICY AND PRACTICE

SUPPORTING POLICY AND PRACTICE
NORTH AND SOUTH

AIIHPC continued to support the work of palliative care
policy and practice across the island of Ireland during
2019. This included:

« Institute chair with AIIHPC colleagues meeting
senior colleagues in the Department of Health
(Republic of Ireland) to discuss AIIHPC and
supporting the refresh of the Report of the National
Advisory Committee on Palliative Care (2001)

+  Meeting the Director of Primary Care at the
Department of Health (Northern Ireland) to brief
colleagues on AIIHPC and secure support for
ongoing projects

« Ongoing support for work of the National Clinical
Programme for Palliative Care (Republic of Ireland),
and the Health Service Executive (HSE), including
the National Clinical Programme Guideline
Development Group for the Care of the Dying
Adult Guideline

+ Updating the HSE Assistant National Director,
Older People and Palliative Care - Strategy, and the
HSE Strategy and Planning Lead for Palliative Care,
on the work of AIIHPC, and hearing about HSE
developments

« Ongoing support for the regional Palliative Care
in Partnership Programme (Northern Ireland),
attending Programme Board meetings in April, July
and September, and regular contact with programme
leads and Palliative Care Service Improvement Leads
in Health and Social Care Trusts.

CHILDREN'S PALLIATIVE CARE
ADVISORY GROUP

The Director represented the Institute on the Children’s
Palliative Care Interim Advisory Group (ROI) which
met several times during 2019. The group includes
representation from the HSE, along with national
children’s palliative care charities.

PUBLIC HEALTH APPROACH
TO PALLIATIVE CARE

AIIHPC continued to support the development of a
public health approach to palliative care in a number
of ways during 2019.

INSIGHT LABS

Supporting health and social care colleagues in Northern
Ireland, AIIHPC programme manager Brendan O'Hara
presented at a workshop in May 2019 and AIIHPC
colleagues attended two ‘Public Health Approach to
Palliative Care Strategic Insight Labs' in November 2019.

Speakers at the Round Table on a Public Health Approach to
Palliative Care hosted by AlIHPC, the Irish Hospice Foundation and
Palliative Care in Partnership

ROUND TABLE

Among major efforts in this area was the ‘Round
Table on a Public Health Approach to Palliative and
End of Life Care on the Island of Ireland’ held in
December 2019. The event in Ballymascanlon House
Hotel, Dundalk, was supported by the Irish Hospice
Foundation and jointly hosted by AIIHPC, the IHF, and
the Palliative Care in Partnership Programme (NI). A
total of 46 participants from 28 organisations attended
including representation from policy makers, palliative
care clinicians and service providers, service users
and carers, and the community and voluntary sector
from across the island. Keynote speakers included Dr
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Libby Sallnow, from London, Professor Joachim Cohen,
from Belgium, and Rebecca Patterson, from Scotland.
An overview from the island of Ireland was provided
by colleagues from the IHF, AIIHPC, the Department
of Health in Northern Ireland and the Health Service
Executive in the Republic of Ireland. Feedback was very
positive and the event was a catalyst for generating
ideas, energy and enthusiasm for further development.

——

Attending the Round Table on a Public Health Approach to Palliative
Care were Sharon Foley, CEO Irish Hospice Foundation, Sheilagh
Reaper Reynolds, Strategy and Planning Lead for Palliative Care,
HSE, Dr Brian Creedon, Clinical Lead, National Clinical Programme
for Palliative Care (ROI)

MAKING LIFE BETTER

AlIHPC jointly organised the 'Making Life Better - Where
does public health meet palliative care? Seminar with
the Public Health Agency’'s Health Improvement Team
and Palliative Care in Partnership (NI). The seminar
was held in September 2019 in Lagan Valley Island
Conference Centre, Lisburn, as part of Palliative Care
Week events. The seminar included presentations
from colleagues from the Department of Health, the
Public Health Agency, AIIHPC and Ulster University.

HOSPICE CHIEF EXECUTIVE OFFICER
NETWORK

AIIHPC facilitated two meetings of the Hospice Chief
Executive Officer Network during 2019. AIIHPC
facilitates this forum of the CEOs of voluntary hospices,
supporting collaborative networks across the palliative
care community across the island. In February,
Heather Richardson and Shaun O’Leary, Joint CEOs
of St Christopher's Hospice, London, presented on
the development of the strategy for St Christopher’s
Hospice. In December, a presentation by Dame Barbara
Monroe, former CEO of St Christopher's Hospice,
stimulated reflection on the role of hospices in modern
health and social care and the wider community.

VISIT TO SCOTTISH PARTNERSHIP FOR
PALLIATIVE CARE

AlIHPC colleagues received a warm welcome from Mark
Hazelwood, Chief Executive of the Scottish Partnership
for Palliative Care, when they visited the Scottish team
in Edinburgh in July. This was an opportunity to discuss
areas of mutual interest for the two organisations.
There was an opportunity to hear from colleagues who
are leading on work in Scotland around a Public Health
Approach to Palliative Care, particularly the Truacanta
Project which the Scottish Partnership had established
with support from Macmillan.

Speakers at the Making Life Better event during Palliative Care Week are Ed McClean, Public Health Agency, Corrina Grimes, Public Health
Agency, Prof Sonja Mcllfatrick, Ulster University, Brendan O'Hara, AIIHPC, Karen Charnley, AIIHPC. Chris Matthews, Department of Health (NI)
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Speakers at the Systems Not Silos: Improving Palliative and End of Life Care in Secondary Care Seminar hosted in Belfast by AllIHPC and

the Palliative Care in Partnership Programme

SYSTEMS NOT SILOS:

IMPROVING PALLIATIVE AND END OF LIFE CARE IN SECONDARY CARE SEMINAR

In conjunction with the Palliative Care in Partnership
Programme, AIIHPC hosted ‘Systems Not Silos:
Improving Palliative and End of Life Care in Secondary
Care Seminar’ in November 2019 in Belfast Harbour
Commissioners Harbour Office. The seminar was
opened by the Chief Medical Officer, Dr Michael
McBride, and presenters included Mr Sean McGovern,
Clinical Director in Emergency Care, Ulster Hospital,
Dr Calvin Lightbody, Emergency Medicine Consultant
at University Hospital Hairmyres in Lanarkshire,
Scotland, Dr Peter May, Research Assistant Professor
in Health Economics at TCD Centre for Health Policy
and Management, and Dr Wilhelm Von Hornstein,
Palliative Medicine Consultant, Cavan. Thirty-five people
attended the event which was for clinicians from across
the medical specialties working in secondary care.

Palliative
inparts

(h

\

f

Dr Michael McBride, Chief Medical Officer (NI), who opened the
Systems Not Silos seminar
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Why make awill? i
Why plan o funero”

Paul Turley, Palliative Care in Partnership, chairing the panel
discussion at the Systems Not Silos seminar

NORTH SOUTH MINISTERIAL COUNCIL
SECRETARIAT

AlIIHPC had an opportunity to update key officials
from the North South Ministerial Council Secretariat
on the work of the Institute at a meeting in Armagh
in December 2019. The secretariat also facilitated the
attendance of the deputy chief officer of Cooperation
and Working Together (CAWT), which was a valuable
opportunity to meet. The meeting opened the
possibility of AIIHPC presenting to the North South
Ministerial Council's Health Sectoral Group, should a
future opportunity arise.

AlIHPC Director speaks at event in Isle of Man

DIRECTOR SPEAKS AT ISLE OF MAN ACADEMIC
CENTRE LAUNCH

AIIHPC Director Karen Charnley attended and
presented at the Hospice Isle of Man launch of their
new Scholl Academic Centre in March. The Centre is

mostly funded by the Dr. Scholl Foundation through
specific grant funding and Susan Scholl officially
launched the Centre. Anne Mills, Hospice CEO, said
creating the Scholl Academic Centre was fundamental
to delivering the Hospice's strategy. Karen presented
on Palliative Care Education on the island of Ireland.
Among other speakers were Minister David Ashford,
Minister for Health and Social Care.

OTHER MEETINGS/ACTIVITIES RELATED TO
POLICY AND PRACTICE DEVELOPMENTS

A number of other networking opportunities were
availed of during 2019 to promote palliative care
and the work of the Institute, and to explore areas of
mutual interest and support. AIIHPC met colleagues
from or attended events organised by the following
organisations: Institute for Public Health in Ireland
(Dublin), Mid and East Antrim Area Partnership,
Irish Association for Palliative Care, Community
Development and Health Network (Newry), Alzheimer's
Society Ireland, Integrated Care Partnerships (Belfast),
Rural Community Network (Tyrone), SPRING Social
Prescribing Launch (Derry), The Heart of Living and
Dying conversation, Southern Health and Social Care
Trust, 1st International Conference on Palliative
Dementia Care (Belfast), Dail Joint Committee on
Rural and Community Development (Leinster House,
Dublin), NI Social Prescribing Workshop (Craigavon).

DESIGN & DIGNITY PROGRAMME

The Irish Hospice Foundation in partnership with HSE
Estates launched the Evaluation of the Design & Dignity
Programme Report in March 2019. The unique impact
of the Design & Dignity programme on end of life and
bereavement carein Irish hospitals is highlighted in the
report. The research carried out by a team from the
School of Nursing and Midwifery in University College
Cork (UCC) and commissioned through AIIHPC was
the first review of the impact of the joint Irish Hospice
Foundation (IHF) and HSE Estates programme.
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6. RAISING AWARENESS OF PALLIATIVE CARE

PALLIATIVE CARE WEEK 2019

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 theme for the
sixth annual Palliative Care Week was Palliative Care:
Surrounding You With Support. In 2019 we decided to
focus on how people with palliative care needs were
being supported in the community.

Health Minister Simon Harris chats with Paul FitzPatrick, from
Dublin, as he launches Palliative Care Week. Also pictured are
AlIHPC's Karen Charnley and Brendan O'Hara

Pat and Angela Smyth from Belfast chat to Richard Pengelly,
Permanent Secretary at the Department of Health (NI), as they
help to launch Palliative Care Week

Health Minister Simon Harris in Dublin and Richard
Pengelly, Permanent Secretary at the Department of
Health in Belfast, launched the campaign. Photocalls
in Dublin and Belfast were opportunities for Minister
Harris to hear from Paul and Margaret FitzPatrick; and
for Mr Pengelly to meet Pat and Angela Smyth. These
two couples were the faces of the Palliative Care Week
posters and were very generous with their engagement
in the campaign.

They were among a number of participants in the
Palliative Care Experience Video project who agreed
to be involved through having their photographs and
comments included in promotional materials, and to
involvement in media interviews, supported by AlIHPC
and media communications experts in this process.

More than 18,200 leaflets and more than 800 posters
were distributed to a range of locations and for events
across the island of Ireland. These were requested
for distribution by 78 contacts including service
users, interested individuals, health and social care
professionals and civic society organisations. There
was a significant increase again (34%) in the 2019
campaign from the 13,500 leaflets distributed in 2018.

A major event organised by the Palliative Care in
Partnership Programme was addressed by Richard
Pengelly, Permanent Secretary at the Department of
Health, Northern Ireland, at the beginning of Palliative
Care Week. Other events were organised to link into
strategic initiatives, for example Making Life Better
(Northern lIreland), which considered where public
health meets palliative care. The Irish Centre for Social
Gerontology at NUI Galway hosted well-known author Dr
Kathryn Mannix at an event in Galway during the week.

Fintan Fagan, AIHPC chair (second from right) at the launch
of VIEW magazine. Included are Paul and Margaret FitzPatrick,
VIEW editor Brian Pelan and Brendan O'Hara, AlIHPC Programme
Manager and guest editor for VIEW

To coincide with Palliative Care Week, AlIHPC sponsored
what was the first all-Ireland edition of the VIEW social
affairs magazine with a view to palliative care looking to
the future. The ‘Insight Into Palliative Care’ edition had a
broad range of contributions, including articles involving
13 of AIIHPC's partners, along with contributions from
colleagues in the HSE. It also featured perspectives from
beyond the island of Ireland, from England, from the
USA and from New Zealand.

There was a significant increase in media activity for
Palliative Care Week 2019. Among media opportunities
which were secured was a feature on RTE TV Six One
News and U105 Radio in Belfast.

PALLIATIVE CARE WEEK 2019 AT A GLANCE

1 Minister launch

1 Permanent Secretary launch

7 Service users and carers involved in media

7 Videos of personal experiences of palliative
care

1 Service users and carers featured in videos

13 AlIHPC Partners featured in VIEW Magazine

16 Voices4Care members distributing
materials

21 TV and Radio Palliative Care Week interviews

78 Recipients of promotional materials for
distribution

126 Media interactions in total

1,400 | Leaflets to Hospice Friendly Hospitals
Network

1,896 Palliative Hub sessions

2,677 | Twitter posts

6,000 | Leaflets in Coffee Morning packs

18,200 | Leaflets distributed in total

67,000 | Viewers of one media story

300,000| Estimated listenership to radio interviews
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/. RAISING AWARENESS OF AIIHPC

AIIHPC developed and updated its website intended to support the marketing of the Institute with a clearer and
cleaner layout. A focus on increasing awareness of AIIHPC and its activities continued during 2019:

« The Institute’s website continued to be updated with news on key projects and initiatives.

«  The AIIHPC newsletter remains a key method for communication with Institute stakeholders and partner

organisations.

AIIHPC's newsletter was circulated each month during 2019 and readership continued to grow.

* Thelnstitute used a number of methods for increasing awareness, including significantly increasing its presence
on Twitter and on other social media platforms, particularly using opportunities provided by major AIIHPC

events and initiatives.

« Inaddition, the Institute attended a large number of conferences and events to promote its work (See Appendix

A for details of conferences/events attended).

3. FUNDING

In addition to the financial contribution which each of
its 26 partner organisations made for the work of the
Institute, AIIHPC received funding from a number of
other organisations during 2019. They were:

HEALTH SERVICE EXECUTIVE

The Health Service Executive (Republic of Ireland)
provided €100,000 for 2019 which enabled AIIHPC
to continue its strategic role of providing support to
the palliative care sector. In particular the funding
supported engagement with the National Clinical
Programme for Palliative Care, the delivery of Palliative
Care Week 2019, Voices4Care which was refreshed
during 2019, the ongoing development of the
Palliative Hub, the Palliative Care Research Network
and additional funding was also provided to support
Project ECHO AIIHPC: Nursing Homes. Separately the
HSE Quality Improvement Division supported the
production of palliative care experiences videos.

HEALTH RESEARCH BOARD (HRB) AND
HEALTH AND SOCIAL CARE RESEARCH AND
DEVELOPMENT (HSC R&D)

In 2019, AIIHPC was in the third year of a three year
investment (of €210,000) from the Health Research
Board (Republic of Ireland) and the Health and Social
Care Research and Development Division, Public Health
Agency (Northern Ireland) for the work of the Palliative
Care Research Network (PCRN). In addition, both
organisations provided support for the Palliative Care
and Technology event (19 June) and the 8" PCRN Annual
Symposium (14 November). The HRB also supported
Knowledge Exchange and Dissemination workshops.
AIIHPC were also included as a partner with Trinity
College Dublin and the Irish Hospice Foundation in the
HRB Secondary Data Analysis Project.
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ERASMUS - EDUPALL

AIIHPC is part of a successful ERASMUS EU
funding application on the creation of a European
undergraduate palliative  medicine  curriculum
(EDUPALL). The project, worth €48,000 over three
years, is led by the University of Transylvania and
includes partners within other Romanian Universities,
Germany and the European Association for Palliative
Care.

THE EU JOINT PROGRAMME -
NEURODEGENERATIVE DISEASE RESEARCH
(JPND)

AlIHPC 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 the project dissemination activities that
include providing project management support,
developing a website and dissemination materials.

PUBLIC HEALTH AGENCY

The Public Health Agency (Northern Ireland) provided
funding for AIIHPC to support a range of activities
including ongoing support and management of
Palliative Care in Partnership Voices4Care (Northern
Ireland members), refresh of Voice4Care membership,
public engagement activities including Palliative Care
Week, and a video scribe on public involvement in
health decision making.

DEPARTMENT OF HEALTH, NI

The Department of Health in Northern Ireland provided
funding to support ongoing development of a public
health approach to palliative care, public engagement
and outcome measures and for the development of
post graduate pathways for social workers.

IRISH HUMAN RIGHTS AND EQUALITY
COMMISSION (IHREC)

IHREC provided funding to support the ‘Human
rights in palliative and end of life care for health care
professionals’ project whose partners included the
University of Limerick, the Irish Hospice Foundation
and Sue Ryder UK.

SLAINTECARE INTEGRATION FUNDING

AIIHPC was included in this successful project
funding application led by Prof Karen Ryan entitled
‘Rehabilitation Palliative Care'.

IRISH HOSPICE FOUNDATION

The Irish Hospice Foundation provided funding to
support a Round Table on a Public Health Approach to
Palliative and End of Life Care on the Island of Ireland
held in Dundalk in December 2019.

IRISH CANCER SOCIETY

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

AlIHPC was set up in 2011 and in 2019 had 26 partners
including nine hospices and nine universities across the
island of Ireland, the five Health and Social Care Trusts
and the Public Health Agency in Northern Ireland, and
the Irish Hospice Foundation and Macmillan Cancer
Support. Foyle Hospice ceased partner membership
with AIIHPC during 2019.

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 2019. 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 five occasions during 2019.
The Finance & Human Resources Sub-committee
reports to the Executive Committee and also met on
five occasions during 2019.

AIIHPC Council of Partners chair - Fintan Fagan, and vice-chair
- Heather Weir, promote Palliative Care Week when Heather and
her colleagues at Northern Ireland Hospice hosted the September
2019 meeting of the Council of Partners

Palliative Care Week is promoted at AlIHPC Council of Partner meeting held in Northern Ireland Hospice in September 2019
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APPENDICES

APPENDIX A

Conferences /Events in which AIIHPC participated

Scheme to Support National Organisation SSNO (Pobal), Dublin, January

NI Social Prescribing Workshop, Craigavon Civic Centre, January

University College Dublin PPI Ignite Conference, Dublin, January

Irish Association for Palliative Care Education and Research Seminar, Kilkenny, February

Health Research Board Grant Holders' conference, Athlone, February

National Adult Literacy Agency Plain English Awards, Dublin, February

PIER (Patients Involved in Enhancing Research) Meeting, Belfast, February

Primary Palliative Care Steering Group, Dublin, February

A Palliative Approach to Chronic Respiratory Disease Conference, Belfast, February

Royal College of Surgeons in Ireland Nursing Conference, Dublin, February

Rare Diseases Day, Dublin, February

Palliative Care Guideline Implementation Workshop, Dublin, February

Our Lady's Hospice & Care Services - Moving Points in Palliative Care Conference, Dublin, March

Milford Care Centre Research Prioritisation, Limerick, March

Prof Sonja Mcllfatrick Lecture, Ulster University, Jordanstown, March

Medical Research Charities Group Workshop on Patient and Public Involvement, Dublin, March

Knowledge Transfer and Exchange Workshop, Belfast, March

Hospice Isle of Man, Scholl Academic Centre Launch, March

Care of the Dying Adults in the Last Days of Life Guideline Group, Dublin, March

Fatigue Study Seminar, Jordanstown, March

National Clinical & Surgical Training Centre, RCSI, Dublin, March

Irish Hospice Foundation Launch Design & Dignity Report, Dublin, March

Palliative Care Education: Integration & Innovation Seminar, University College Dublin, March

Guideline Development Using the GRADE Approach, Cork, March

Innovation and Technology in Palliative Care Education Workshop, Dublin, March

Dublin City University's Approach to Education Workshop, Dublin, March

Dementia Care Research Programme, Belfast, March

International Conference on Palliative Dementia Care, Belfast, April

University of Limerick / AIIHPC Launch Event, Limerick, May

Unleashing Compassion (Scottish Partnership for Palliative Care), Glasgow, May
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Spring Social Prescribing Launch, Derry, May

EU JPND Launch Event, Belfast, May

The Heart of Living and Dying, Dungannon, May

Dispensing person-centred palliative care: The vital role of pharmacists, seminar, Belfast, May

Irish Health Research Forum, Dublin, May

Innovation Lab Workshop (Public Health Approach to Palliative Care), Belfast, May

European Association for Palliative Care World Congress, Berlin, May

Campus Engage & IRC - Engaged Research for Societal Impact: Brokerage Event, Dublin, May

Living with Dementia in Rural Ireland Conference, Galway, May

Stocktake Event for the Inquiry into Hyponatraemia Related Deaths Programme, Belfast, May

Guideline Development Group - Care of the Dying Adult, Dublin, May

Making Life Better Event - Creating the Conditions for Collaboration, Craigavon, June

Explore the End of Life with Kathryn Mannix, Antrim, June

Simon Denegri Workshop, Belfast, June

Palliative Care & Technology Event, Dublin, June

University of Limerick Cluster Themes Workshop, Limerick, June

Artificial Intelligence (Al) for Societal Good Challenge SFI Future Innovator Prize, Dublin, June

Scottish Partnership for Palliative Care, Edinburgh, July

Masterclass Implementation Science Workshop, London, July

Launch - National Clinical Guideline, Dublin, August

Transforming Palliative Care: from policy to practice, Belfast, September

Our Lady's Hospice & Care Services - Palliative Care Nurses Community of Practice, Dublin, September

Launch of ‘Management of Symptoms for heart failure at End of Life’, Belfast, September

ARC Cancer Support Centre Palliative Care Week Talk, Dublin, September

Supporting Palliative Care approaches for AHP and Social Work Staff, Omagh, September

Making Life Better - Where does public health meet Palliative Care, Lisburn, September

Launch ‘The View’' Magazine, Dublin, September

Demystifying Death - an evening with Kathryn Mannix, Galway, September

A Panel Conversation ‘Dignity in Death, Living in Life: The Irish way of Dying’, Dublin, September

PPI Training Development Workshop, Dublin, September

Medical Research Charities Group (MRCG) Conference - 21 Years of the MRCG - A Celebration, Dublin,
September

Southern Health and Social Care Trust, End of Life Care Conference, Armagh, September

Centre for Cross Border Studies 20th Anniversary Conference, Dundalk, September

Cicely Saunders Lecture 2019, Dublin, October

The Wheel Research for Societal Impact, Dublin, October
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Webinar - Who Is that “anonymous donor” anyway?, Dublin, October

Marie Curie UK Conference - Future directions of hospice care: IPU or ITU?, London, October

Slaintecare Stakeholder Engagement, Dublin, October

Irish Hospice Foundation Forum on End of Life, Dublin, October

Systems Not Silos: Improving Palliative and End of Life Care in Secondary Care Seminar, Belfast, November

Policy seminar: Palliative care and learning disability in Northern Ireland, Belfast, November

Public Health Approach to Palliative Care Strategic Insight Lab, Dungannon, November

Irish Health Research Forum, Dublin, November

Palliative Care Research Network Annual Symposium, Dublin, November

Involvement and Co-production within higher education, Ulster University, November

Public Health Approach Innovation Lab Follow On, Stormont, November

Hospice UK Conference, Liverpool, November

Children's Palliative Care Conference, Galway, November

Undergraduate Medical School Event - Webinar, November

Advancing Social Prescribing in Ireland, North and South, Waterford, November

Round Table on a Public Health Approach to Palliative Care, Dundalk, December

Macmillan Palliative and End of Life Care Event, Manchester, December

Religions and Medical Ethics: Palliative Care and Elderly Mental Health, Rome, December
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APPENDIX B

AIIHPC Council of Partners 2019

Partner Organisation Representative

Belfast Health and Social Care Trust

Ms Marie Heaney

Dublin City University

Professor Anthony Staines

Dublin University Trinity College

Professor Charles Normand

Foyle Hospice

Mr Donall Henderson

Galway Hospice Foundation

Ms Mary Nash

Irish Hospice Foundation

Ms Sharon Foley

LauralLynn Ireland’s Children's Hospice

Ms Orla O'Brien

Macmillan Cancer Support NI

Ms Heather Monteverde

Marie Curie

Mr Eamon O'Kane

Marymount University Hospital & Hospice

Professor Tony O'Brien

Milford Care Centre

Mr Pat Quinlan

National University of Ireland Galway

Dr Georgina Gethin

Northern Health and Social Care Trust

Ms Phil Hughes

Northern Ireland Hospice

Ms Heather Weir

Our Lady's Hospice & Care Services

Ms Audrey Houlihan

Public Health Agency

Ms Corrina Grimes

Queen’s University Belfast

Professor Joanne Reid

Royal College of Surgeons in Ireland

Dr Siobhan McCarthy

South Eastern Health and Social Care Trust

Ms Nicki Patterson

Southern Health and Social Care Trust

Ms Melanie McClements

St Francis Hospice

Mr Fintan Fagan (Chair)

Ulster University

Dr Felicity Hasson

University College Cork

Ms Caroline Dalton

University College Dublin

Associate Professor Michael Connolly

University of Limerick

Professor Alice Coffey

Western Health and Social Care Trust

Dr Bob Brown

Voices4Care

Ms Kim Elliott

Voices4Care

Mr John Joyce
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