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All Ireland Institute of Hospice and Palliative 
Care (AIIHPC) is a leading organisation with 
national and international influence driving 
excellence in palliative care. 

The Institute is in this leading role because of 
all those who work with AIIHPC to deliver a 
positive palliative care experience for people.
This annual review reflects highlights of 
AIIHPC’s work throughout 2016. These 
activities involve members of Voices4Care, 
representatives from the Institute’s 23 partners 
in hospices, health and social care organisations 
and universities across the island of Ireland and 
a wider community of people supporting the 
delivery of palliative care.

The year 2016 was one of major transition for 
AIIHPC as it marked the end of its first five years 
of supporting the palliative care community, 
and saw changes in how the Institute is funded 
and in its leadership. The financial support from 
the 23 partners, along with the Public Health 
Agency, the Health Service Executive, the 
Health Research Board and the Irish Hospice 
Foundation, has been invaluable for the 
Institute’s sustainability.

I am grateful for the support of the Institute’s 
23 partners, guided under the chair of Professor 
Philip Larkin into 2016, handing on the role to 
Dr Regina McQuillan in September, as AIIHPC 
navigated through this transition. The support 
of the Institute’s host organisation – Our Lady’s 
Hospice & Care Services, Harold’s Cross, Dublin 
– is also very much appreciated.

Guided by a small and dedicated team, 2016 
has been a busy year for AIIHPC. The Institute’s 
activities have been focussed on research, 
education, policy, practice and raising the 
profile and awareness of palliative care, to 
improve the care experience of people with life 
limiting conditions and their families. 

FOReWoRD
aiihpc delivering during transition

The meaningful engagement of service users, 
carers and communities remains a core priority 
for AIIHPC, and Voices4Care has been central 
to this. We have seen the reinvigoration of 
this involvement with a drive to promote 
membership of the group in 2016, resulting in 
more than 40 members.

It would be impossible to capture all of AIIHPC’s 
work in an annual review. Indeed much of 
the relationship building, the networking, the 
sharing of knowledge and experience, and 
the many other interactions facilitated by the 
Institute, which all contribute to improved 
palliative care, would be difficult to capture in a 
document. 

What I hope this review does is give a flavour 
of the work which has been done over the year. 
All of this work is crucial and all of it is inter-
related. 

Looking back is an opportunity to reflect on 
the good work which has been done, but it is 
also an opportunity to look forward. I hope this 
annual review reflects the strong foundations 
and building blocks in place as AIIHPC looks to 
the future.

Karen Charnley, Head of Institute, AIIHPC

Launched completed ‘Let’s Talk About’ Palliative Care Survey Report informed by palliative care 
experiences of 528 people 

Recruited more than 40 members to renewed Voices4Care group of service users, carers and 
citizens interested in improving palliative care

Supported Voices4Care members to be more involved in palliative care programmes in Northern 
Ireland and the Republic of Ireland

Co-ordinated the third annual Palliative Care Week – the most successful in terms of events hosted 
by partners and stakeholders and social media activity

Palliative Care Research Network (PCRN) Strategic Scientific Committee established to drive 
forward the research agenda

5 bursaries awarded to attend European Association of Palliative Care Congress

30 researchers discuss research challenges in workshop with Professor Sam Ahmedzai

More than 50 researchers, clinicians, service users, carers and service managers attend Palliative 
Care Research Annual Symposium

Maximised the impact of research findings and learning through launch of KINDLE (Knowledge 
INnovation Dissemination Learning Exchange) Project

More than 50 organisations supported through Education Network

Supported learning with launch of ‘Palliative Care: Assessment and Management of Common 
Symptoms’ module

Produced video animations: to dispel palliative care myths; heart failure clinical pearls; palliative 
care awareness; palliative rehabilitation

Launched The Palliative Hub – Professional, final component of www.thepalliativehub.com

Supported hospice volunteers and volunteer managers on www.thepalliativehub.com

Almost 2000 members have access to learning materials on The Palliative Hub – Learning Platform

Kept palliative care on the political agenda with meetings with Ministers at Stormont and Leinster 
House

Made submissions to Oireachtas Committee on the Future of Healthcare and draft Northern 
Ireland Programme for Government

Established links with the Institute for Culture and Society, Universidad de Navarra, Spain

2016 AT A GLANCE
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voice of service 
users

Since AIIHPC was founded the voices of people receiving palliative care, their carers and the wider community has 
been central to the Institute’s work. During 2016 the Institute invested in two major activities which continued to 
support these voices in influencing the provision of good palliative care.

Launch of the ‘Let’s Talk About’ Palliative Care Report

May 2016 saw the publication of the final report of the Let’s Talk About survey. This was the culmination of a major 
two-year project undertaken by the Institute to capture the experience of people with palliative care needs and their 
carers across the island of Ireland.

Supported by the Health Service Executive and the Public Health Agency, the 528 people across the island of Ireland 
who contributed to this report helped others by sharing their experiences of palliative care.

The final report contains seven recommendations on how services and support can be designed, delivered and im-
proved to help people to have as good a quality of life as possible.

Almost 70 individual stories included in the Let’s Talk About report are a helpful source of information for awareness 
raising and training.

Voices4Care
Voices4Care is central to the meaningful involvement of service users, carers and the wider community in the work 
of AIIHPC. Set up in 2013, AIIHPC began a process of refreshing and renewing the membership of Voices4Care in 
summer 2016.

An Ulster University evaluation of the work of the existing group informed renewal of the group, including a more 
flexible approach to involvement of the panel of members.

The opportunity to join Voices4Care was promoted through a range of media including: 
• an information leaflet which was widely disseminated 
• a press release picked up by some local and on-line media
• on-line promotion, for example, through Volunteer Now and Volunteer Ireland 
• use of social media including Facebook and Twitter
• conference presentations.

As a result, more than 30 new members volunteered to join Voices4Care, along with 13 previous members renewing 
their involvement. 

Voices4Care members volunteer from across the island of Ireland. Initially the group was set up to inform the work 
of AIIHPC, but its members gradually became more involved in bringing the service user perspective to the health 
systems. 

May 2016 saw the publication 
of the final report of the Let’s 
Talk About survey - a major 
two-year project to capture 

the experience of people with 
palliative care needs and their 

carers across the 
island of Ireland

The launch of the report in May 2016 signalled the start of a focussed campaign of activity to disseminate its recom-
mendations and findings including:
• Sharing the report with palliative care service providers, governments and policy makers
• Producing an infographic and short animated video with key messages from the report
• Presenting on the report at conferences and events
• A press launch which resulted in one TV interview, 11 radio interviews, three daily newspaper articles and 12 

articles in on-line news and specialist media.

The Let’s Talk About report informed Palliative Care Week 2016 with two of the experiences which contributed to 
the survey being featured in a leaflet to support this annual campaign. AIIHPC continues to promote the learning and 
recommendations from this major report.

Launching the completed ‘Let’s Talk About’ Palliative Care Survey Report in May 2016 are (from left) Professor 
Philip Larkin, then Chair AIIHPC Council of Partners; Eithne Frost, Voices4Care member on AIIHPC Council of 
Partners; Karen Charnley, AIIHPC Head of Institute

Pictured (from left): Anne Molloy, Voices4Care member on AIIHPC 
Council of Partners; Karen Charnley, AIIHPC Head of Institute; 
Eileen Wright, Voices4Care member
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As Voices4Care has been renewed this involvement in 
health systems in both jurisdictions on the island of 
Ireland has been strengthened and the group’s terms of 
reference reflect this.  

While it is still very much an all-island group, for some 
projects members will be commenting on developments 
specific to the jurisdiction in which they live. In the north, 
Voices4Care members comprise a service user and carer 
group in the regional palliative care programme structure 
– Palliative Care in Partnership Voices4Care. Members in 
the Republic are regularly engaged with work specific to 
the National Clinical Programme for Palliative Care. The 
table (page 9) is an overview of engagement supported 
by AIIHPC during 2016 to bring the Voices4Care members’ 
perspective to a range of activities.

voice of service users

Video clips of Personal Experience of Palliative Care 
Always interested in developing ways to bring the service user perspective to inform the delivery of good palliative 
care, AIIHPC has teamed up with the HSE Quality Improvement Division to produce short video clips on a wide range 
of palliative care experiences. This project got underway in autumn 2016 with an invitation for participants to take 
part in speaking about their experience. 

The aim of the project is to provide a widely available resource which can be used for raising awareness and 
understanding of palliative care; promote wider conversation around palliative care; and support learning and 
education among health and social care professionals. We look forward to the production of these video clips in 
2017.

Pictured at the first Palliative Care in Partnership Voices4Care meeting in Belfast in September 2016 are (from left) 
Claire Philips, Nuala Campbell, Maura Barker, Shauna Clifford and Kevin Synnott

Attending the fifth Annual Symposium of the Palliative 
Care Research Network in Dublin in December 2016 
were (from left): Voices4Care members Mary Burke and 
Maureen Gilbert

2016   Activity involving Voices4Care members    Members Involved
April   Review evaluation and inform recruitment of new members   7
June   Palliative Care Quality Assessment and Improvement Workshop (HSE)  4
September  First meeting of refreshed Voices4Care      33
September  First meeting of Palliative Care in Partnership Voices4Care (NI)   13
September  Linking the National Patient Charter (RoI) to Palliative Care (HSE)   15
October  Reflection group KINDLE 
   (Knowledge, INnovation, Dissemination, Learning, Exchange)   8
December  Palliative Care Research Network Annual Symposium    6
  
Members on governance/committees 
Quarterly  Governance – AIIHPC Council of Partners     2
Ongoing  National Clinical Programme (RoI) for Palliative Care Working Group  1
Quarterly  Regional Palliative Care Programme Board (NI)     2
Ongoing  Locality Programme Boards (NI)       3
Ongoing  Macmillan Palliative Care Pharmacy Steering Group (NI)    2
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Research
The symposium brought 
together more than 50 
researchers, clinicians, 

service users and carers as 
well as service managers 
to celebrate and build on 

the wealth of expertise and 
innovation in 

palliative care research
During an eight month period, AIIHPC with representatives from the Palliative Care Research Network (PCRN), 
Professor Philip Larkin (University College Dublin) and Professor Charles Normand (Trinity College Dublin), 
participated in the Health Research Board’s annual review of the research network. Following submission of an 
annual report for 2014-2015, the Institute welcomed the opportunity to engage with an International Review Panel, 
exploring the challenges, achievements and strategic direction of the network. There were also opportunities to 
address some pertinent items including research capacity building, service user engagement/carer involvement 
(PPI) and future actions. As part of the review, a proposal was submitted to the Health Research Board seeking 
further infrastructural funding for two new half-time project manager roles over three years. These two new roles in 
administration and knowledge transfer and exchange will support the strategic development and impact of the PCRN 
as it continues to promote and produce palliative care research on the island of Ireland and internationally.

Annual review of the Palliative Care Research Network 

In 2016, AIIHPC launched a call to PCRN members for nominations to a new Strategic Scientific Committee. The 
purpose of the Committee is to influence the strategic direction and future work of the PCRN, helping to establish 
it as both a national and international leader for palliative care research. Membership of the committee was being 
confirmed at the end of 2016 with a first full meeting planned for January 2017. The Committee expanded to include 
representatives from all academic and a number of hospice organisations partnered with AIIHPC as well as members 
from Voices4Care. The international research expert on the Committee is Professor Sheila Payne (Emeritus Professor, 
International End of Life Observatory, Lancaster University). 

Palliative Care Research Network Strategic ScientifIc Committee 

• April: AIIHPC awarded five International Research Bursaries to support early career researchers (PhD/
postdoctoral level) to attend the Pre-Congress Seminar of the European Association of Palliative Care Research 
Congress in June 2016. 

• May: AIIHPC with University College Cork, NUI Galway and other partners delivered an interdisciplinary research 
workshop in Cork entitled ‘Palliative Care in neurodegeneration with a focus on dementia: addressing complex 
questions through research and reflection’. The workshop, which was funded by the Irish Research Council, 
gathered practitioners, patient/carer representatives and researchers from across disciplines to focus on key 
aspects of palliative care research.  

• June: AIIHPC’s Early Career Researcher Forum, in partnership with the European Association of Palliative Care, 
held a seminar ‘Communicating your research using social media: insights, opportunities and possibilities’ in 
University College Dublin.  More than 25 researchers, including international colleagues, attended the seminar 
which was delivered by Dr Helen Dixon, Trainer/ Analyst, Queen’s University Belfast.

Key research events and capacity building activities: 

• June: AIIHPC’s PCRN and Palliative Care Research 
Forum, Northern Ireland, hosted a workshop for 
researchers ‘Research priorities from the ‘NICE 
guidelines on the care of dying adults in the last days 
of life’ and other research challenges’. Professor 
Sam Ahmedzai, Emeritus Professor, Department of 
Oncology and Metabolism, School of Medicine and 
Biomedical Science, University of Sheffield, led the 
workshop which was attended by approximately 30 
researchers.

• November: A workshop entitled ‘Evidence into 
practice: quality of life and palliative care needs of 
caregivers caring for a loved one with heart failure’ 
was organised by researchers from Ulster University 
and the Palliative Care Research Network (Professor 
Sonja McIlfatrick, Professor Donna Fitzsimmons and Dr 
Leanne Doherty). This study was funded by AIIHPC and 
the Health Research Board. The workshop launched the research findings and facilitated the development of an 
action plan for healthcare professionals working in palliative care and heart failure on the island of Ireland.

• December: The Palliative Care Research Network (PCRN) together with the Irish Cancer Society held a ‘Concept 
Development Workshop for clinical and early career researchers in palliative care’ in Dublin. This workshop 
was a significant part of the PCRN’s efforts to foster the development of research of clinical relevance and 
importance in palliative care on the island of Ireland. It aimed to support capacity building and evidence-based 
practice by helping clinical and early career researchers to turn their ideas/concepts for palliative care research 
into persuasive proposals that may be developed into study protocols, postgraduate research, or form the basis 
of funding applications.  The keynote address was delivered by Professor Sheila Payne, Emeritus Professor, 
International Observatory on End of Life Care, Lancaster University, UK.

Pictured at the Palliative Care Research Forum, Northern 
Ireland, workshop for researchers in Belfast in June 2016 
are (from left) Karen Charnley, AIIHPC Head of Institute; 
Professor Sam Ahmedzai, Dr Peter O’Halloran, Forum 
Chair; Dr Tara Murphy, AIIHPC Programme Manager
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The fifth Annual Symposium of AIIHPC’s Palliative Care Research Network (PCRN) 
took place on 8 December 2016. The symposium brought together more than 
50 researchers, clinicians, service users and carers as well as service managers to 
celebrate and build on the wealth of expertise and innovation in palliative care 
research on the island of Ireland. This was a truly dynamic and productive day with 
opportunities for networking, shared learning and philosophical debate. There were 
excellent presentations from several national and international speakers including 
Professor Lieve Van den Block (pictured left), End of Life Care Research Group, Vrije 
University Brussel & Ghent University, who spoke about the achievements, challenges 
and future direction of palliative care research. 

Professor Sheila Payne, Emeritus Professor, International End of Life Observatory, 
Lancaster University, discussed the importance of supporting research activity and 
research leadership in hospices and other places of care. Professor Sonja McIlfatrick, 

Chair, PCRN Strategic Scientific Committee/Ulster University, highlighted some of the advances in palliative care 
research on the island of Ireland as part of the PCRN. As part of the symposium, a panel discussion explored some of 
the world’s societal, political, and economic challenges facing palliative care today. 

Dr Kathleen McLoughlin’s study entitled ‘Delayed intervention randomised controlled trial to assess the effectiveness 
of a new model of social and practical support for community dwelling adults living with advanced life-limiting illness 
in Limerick, Ireland’ continued to make significant progress throughout 2016. The focus was on maximising the 
number of individuals referred to the trial as well as further knowledge transfer activities. Dr McLoughlin’s INSPIRE 
(INvestigating Social and PractIcal suppoRts at End of life) study has also been presented at several international 
events including the International Compassionate Cities Summit, International Working Group for Death, Dying and 
Bereavement, and the EAPC event in Dublin. The study is due to be completed in 2017. 

AIIHPC/Irish Cancer Society Postdoctoral Fellow  

In early 2016, AIIHPC launched the Palliative Care Research Network’s KINDLE (Knowledge INnovation Dissemination 
Learning Exchange) Project which is funded under the Health Research Board’s Knowledge Exchange and 
Dissemination Scheme. 

The purpose of the KINDLE Project is to maximise the impact of research findings and learning from across the 
Network and will include the HRB funded projects as well as the clinical, doctoral and postdoctoral fellowships. This is 
an exciting initiative which is anticipated to contribute greatly towards the profiling of the PCRN at both national and 
international levels. 

Some of the project’s notable highlights and achievements so far are: 
• Development of an infographic for the KINDLE Project http://www.professionalpalliativehub.com/sites/default/

files/AIIHPC-KINDLE-Project.pdf 
• Launch of the KINDLE Project blog https://kindleprojectblog.wordpress.com/ 
• Development of a detailed database recording PCRN-related knowledge transfer products including peer-

reviewed publications, oral and poster presentations, newsletter, social media outputs
• Poster presentations at the Psychological Society of Ireland’s Annual Conference (November 2016) and PCRN 

Annual Symposium (December 2016)
• Poster presentations submitted and accepted for the Irish Association of Palliative Care (February 2017) and 

European Association for Palliative Care (May 2017) conferences 
• Open access peer-reviewed publication: Nicholson, E., Murphy, T., Larkin, P., Normand, C. & Guerin, S. (2016) 

Protocol for a thematic synthesis to identify key themes and messages from a palliative care research network. 
BMC Research Notes (9) 478 https://bmcresnotes.biomedcentral.com/articles/10.1186/s13104-016-2282-1 

Research
Palliative Care Research Symposium 

Members of the panel at the Palliative Care Research Symposium (from left) are: Professor Sheila Payne, Emeritus 
Professor, International End of Life Observatory, Lancaster University; Dr Regina McQuillan, Medical Director, 
St Francis Hospice, Dublin; Dr Joan McCarthy, Health Care Ethics Coordinator, School of Midwifery and Nursing, 
University College Cork; Professor Lieve Van den Block, End of Life Care Research Group, Vrije University Brussel 
and Ghent University; Professor Philip Larkin, Professor of Clinical Nursing, University College Dublin and Our Lady’s 
Hospice & Care Services, President of the European Association of Palliative Care

Knowledge Transfer and Dissemination  

Dr Emma Nicholson, KINDLE Project Manager
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EDUCATION
The Institute has 

developed whiteboard 
video animations 

to create engaging, 
animated content 
covering a range 

of topics

The Institute continued to support the Education Network, which aims to bring providers and those who benefit 
from education together to ensure that palliative care learning opportunities are available, accessible and of the 
highest quality. There and more than 50 organisations in the network, including palliative care education providers, 
regulators and professional associations. The AIIHPC team produced a monthly update to members regarding 
palliative care developments both on the island of Ireland and internationally. As well as being provided to network 
members, the newsletter was also circulated to a wide range of professionals. 

Education Network 

AIIHPC co-ordinated quarterly meetings of the Hospice Education Providers’ Network, a subgroup of the Education 
Network, to progress areas of mutual interest and to explore opportunities for the production of evidence-based 
learning resources delivered through traditional and innovative methods. 

Hospice Education Providers Network 

As part of its ongoing commitment to develop engaging and accessible learning resources the content on the 
Palliative Hub - Learning Platform was reviewed and refreshed. The two modules ‘Awareness Raising on Palliative 
Care for Social Care Professionals’ and ‘Awareness Raising on Palliative Care for the General Public’ have both been 
refreshed and are available to view on the Learning Platform.

In 2016 the Institute began working 
with St Francis Hospice, Dublin, and 
the National Clinical Programme for 
Palliative Care on the development 
of online learning modules on two 
national guidelines. These guidelines 
issued by the National Centre for 
Clinical Effectiveness in 2015 are 
Pharmacological Management 
of Cancer Pain in Adults, and 
Management of Constipation in 
Adult Palliative Care Patients. 

In addition, AIIHPC supported 
Marymount University Hospital and 
Hospice and University College Cork 
(UCC) in developing and launching 
an accredited version of the 
course ‘Palliative Care: Assessment 
and Management of Common 
Symptoms’ module. The course 
was developed by clinicians and 
academics in Marymount and UCC.

Online learning
The Institute has developed the Learning Platform’s functionality to enable it to support Mobile Learning 
(M-Learning). M-Learning is designed to be accessible through smartphones or tablets and applications usually 
consist of short learning units of three to seven minutes.  M-Learning is designed to be highly engaging and 
interactive, with inbuilt formative feedback to aid learning retention. The Institute will be piloting this approach 
during 2017. 

Mobile Learning 

The Institute has developed whiteboard video animations using Sparkol VideoScribe software to create engaging 
animated content covering a range of topics:
• Palliative Care Myths
• Heart Failure clinical pearls
• Palliative Care Awareness
• Palliative Rehabilitation

More videos are planned for 2017 and all will be available for partners to use in their training programmes, accessible 
through the The Palliative Hub - Learning Platform.

Whiteboard Video Animations

Creation of the module was enabled by the support of a development grant from the Irish Hospice Foundation. The 
module includes lessons on palliative care, symptom management, pain, dyspnoea, constipation, anorexia, nausea 
and vomiting, oral problems and fatigue.  

The Institute co-ordinates the updating of the ‘Palliative care education database’ which contains the majority of 
education courses on offer on the island of the Ireland. In December 2016 the database contained details of 181 
courses from 23 education providers across the island. 

Palliative Care, End of Life and Bereavement Education Database 
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THe Palliative Hub
The Palliative Hub - 

Professional was launched in 
September 2016. With more 
than 180 resources it is the 
perfect place for healthcare 

professionals to learn 
more about palliative care 

education, research 
and practice

Developed by AIIHPC the Palliative Hub (www.thepalliativehub.com) is a gateway to information and resources about 
palliative care on the island of Ireland through the following components:
• The Palliative Hub – Landing Site: A general resource for understanding palliative care
• The Palliative Hub – Children and Young People: For parents, carers and the family of children and young people 

receiving palliative care
• The Palliative Hub – Adult: For adults in palliative care, their family and carers
• The Palliative Hub – Professional: For those already working in palliative care including researchers, educators 

and practitioners
• The Palliative Hub – Learning Platform: An online learning environment with palliative care courses for both 

professionals and the general public.

The Palliative Hub - Professional was launched in September 2016. With more than 180 resources it is the perfect 
place for healthcare professionals to learn more about palliative care education, research and practice across the 
island of Ireland. New resources are constantly being added in consultation with the Institute’s partners. 

The Palliative Hub – Professional (www.professionalpalliativehub.com) contains several sections:
• The Resource Centre area contains links to a wealth of information regarding palliative care in the form of 

documents, presentations, videos, websites, research, educational materials and more. This information is 
gathered from local and international sources and updated as new materials become available

• The National Guidelines area contains links to the Northern Ireland and Republic of Ireland’s regional 
palliative care tools and guidance

• The Research area provides information on palliative care research conducted on the island of Ireland, 
including information about local research networks, knowledge exchange and dissemination, recognised 
research priorities, funding opportunities and information from research masterclasses

• The Communities area provides an online space for palliative care groups and networks on the island of 
Ireland to communicate with the palliative care sector about the work they are involved in. It also provides 
them with the opportunity to blog, share upcoming events and, in general, have an online presence. The 
section is open to all palliative care groups and networks on the island of Ireland.

The Palliative Hub – Professional 

During 2016, the Institute engaged with Professor Peter Hudson, Professor Sam Porter and David Scott from Queen’s 
University Belfast on the development of an online resource for carers of people with life limiting conditions. A 
reference group was established to oversee the development of the resource which included health and social care 
professionals, carers organisations and Voices4Care members. The resource, which will be a key element of the 
Palliative Hub – Adult site, will be launched in 2017.

Carers Resource on the Palliative Hub – Adult 

The Institute developed a section of the main Palliative Hub landing page http://www.thepalliativehub.com/what-
palliative-care/volunteers for volunteers in palliative care settings.  The section contains information for those who 
are considering volunteering in the sector; including a list of Frequently Asked Questions and links to volunteer 
webpages for all the major hospices on the island of Ireland. The new section also contains information and links for 
those volunteering in the sector and those who are managing volunteers. It was developed in consultation with a 
wide number of volunteer co-ordinators from across the island.

Volunteers – Palliative Hub 

With almost 2000 members the Palliative Hub - Learning Platform continues to provide a valuable space for learning 
and development, with content suitable for a range of learners, from the wider public to specialists in palliative care. 
A specialist zone for sharing of learning materials across the Hospice Education Providers’ Network was created 
which will be finalised in 2017. In the latter part of 2016 the Institute engaged with the Irish Cancer Society to 
provide a section within the Learning Platform so they could share online learning materials with their staff. More 
than 150 Irish Cancer Society nurses are now accessing the platform.

The palliative hub - Learning Platform 

Members of the Institute team promoted the Palliative Hub at research, education, policy and practice events and 
meetings throughout 2016 as well as through social media channels and the AIIHPC newsletter.  In 2017 there will 
be a wider campaign to increase visibility of the Palliative Hub on the internet, partner websites, search engines and 
social media. (See Appendix A for details of The Palliative Hub analytics) 

Promoting the Palliative Hub

The Palliative Hub Steering Group met on two occasions during 2016 and supported the development of the 
Palliative Hub. One of the main items of business was the promotion of the Palliative Hub to its target audiences.  

the Palliative Hub Steering Group
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policy aND practice
Karen Charnley met Michelle 
O’Neill MLA, Health Minister, 
at Stormont in August 2016, 

and Helen McEntee TD, 
Minister of State for Mental 
Health and Older People, in 

Leinster House in 
October 2016

The Institute continued to engage with the palliative care programmes in both jurisdictions: the National Clinical 
Programme for Palliative Care (Republic of Ireland) and the Regional Palliative Care Programme – Palliative Care 
in Partnership (Northern Ireland). Karen Charnley, Head of Institute, who is a member of the northern Regional 
Palliative Care Programme Board, addressed a Palliative Care event in Belfast in March 2016 which launched the 
regional programme. 

AIIHPC continued to keep palliative care and the work of the Institute on the government agenda. 

A briefing on the ‘Let’s Talk About’ Palliative Care Report was provided to Health Minister Michelle O’Neill MLA in 
Belfast in June. Karen Charnley, Head of Institute, again met Minister O’Neill at Stormont in August 2016. Karen and 
Dr Regina McQuillan, AIIHPC Chair, met Helen McEntee TD, Minister of State for Mental Health and Older People, in 
Leinster House in October 2016.

These meetings were an opportunity to brief the Ministers on the work of AIIHPC and its partners and to explore 
ideas on how the governments might support delivery on their palliative care policies. 

Political Engagement

The Institute highlighted the importance of good palliative and end of life care in submissions to two key government 
processes across the island of Ireland during 2016.

A submission was made to the Oireachtas Committee on the Future of Healthcare in August 2016. This special 
committee was established to achieve cross-party consensus on a single long-term vision for health care and the 
direction of health policy in the Republic of Ireland, and to make recommendations to the Dáil in that regard. In 
December 2016, the Institute submitted a response to the draft Northern Ireland Programme for Government. 

The Institute continued to be a member of a number of policy networks and maintain links with various initiatives 
including: 
• All Ireland Cancer Consortium
• Irish Hospice Foundation’s Primary Palliative Care Steering Group 
• HSE’s National Network of Palliative Care Providers (in attendance) 
• Partner support for Understand Together, National Dementia Awareness Campaign in the Republic of Ireland – 

launched October 2016.

Government Policy

The Institute continued to support the Chief Executive Officer Network at which the CEOs of the voluntary hospices 
meet on a quarterly basis. This is an opportunity for these leaders in palliative care to discuss matters of interest 
across the sector.

Networks

Links to palliative care programmes ON THE ISLAND OF IRELAND

National and International Links 
During 2016 the Institute hosted a number of visits including: 
• Dr María Arantzamendi, a researcher at the ATLANTES Program: Human Dignity, Advanced Disease and Palliative 

Care at the Institute of Culture and Society (ICS), Universidad de Navarra, Spain
• Professor Gordana Bujišić, Ph.D. M.D., Head of Physiotherapy Department at the College of Applied Sciences 

Lavoslav Ruzicka Vukovar, Croatia and head of the physiotherapy service at Medical Faculty of University J.J. 
Strossmayer in Osijek 

• Dr  Ralte Lalchhanhima, a medical doctor from Mizoram, North East India, who was undertaking an NHS 
Observatory visit which involved visiting sites in Wales, Scotland and the island of Ireland. Promoting the importance of palliative care at government level when Dr Regina McQuillan, Chair of AIIHPC 

Council of Partners from September 2016 (left), and Karen Charnley, Head of Institute, met Helen McEntee TD, 
Minister of State for Mental Health and Older People, in Leinster House

Michelle O’Neill MLA, Health Minister, with Karen Charnley, Head 
of Institute, at Stormont
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national and International palliative care organisations 

The Institute continued to develop links with national and international palliative care organisations including the 
National Council for Palliative Care, Hospice UK, Association for Palliative Medicine of Great Britain & Ireland, Scottish 
Partnership for Palliative Care, European Association for Palliative Care and the World Hospice and Palliative Care 
Alliance. 

AIIHPC signed a Memorandum of Understanding with the Institute of Culture and Society (ICS) from the Universidad 
de Navarra in Spain at the EAPC World Research Congress in Dublin. This lays the foundation for a new and 
cooperative partnership between AIIHPC and the Institute of Culture and Society (ICS). 

Supporting the sector

AIIHPC continued to support the palliative care sector to consider changing and developing practice during 2016, 
including facilitating workshops and meetings of palliative care colleagues. Members of the team facilitated 
workshops with voluntary hospice colleagues to consider how they might develop their specialist nurse service and 
with another hospice to consider their day hospice service into the future.  

Care of dying adults in the last days of life guidelines

AIIHPC supported the Health and Social Care Board and the Public Health Agency in Northern Ireland to organise 
a one day workshop in June 2016 to support the implementation of the National Institute for Health and Care 
Excellence (NICE NG31) Care of dying adults in the last days of life guidelines. The guidelines were published in 
December 2015. The workshop was attended by 66 people from a wide range of stakeholders from across Northern 
Ireland,  representing all settings where people with palliative care needs spend their last days of life. 

Addressing the needs of people with heart failure

The Irish Hospice Foundation, in collaboration with the Mater Misericordiae University Hospital, held a seminar in 
September 2016 in the Fintan Gunne Theatre, Catherine McAuley Centre, Mater Misericordiae Hospital, Dublin. The 
aim of the seminar was to highlight the role of palliative care for people with heart failure. The presentations from 
this seminar were recorded and edited by AIIHPC and are available on The Palliative Hub – Professional ‘Addressing 
the Palliative Care Needs of those with Heart Failure’.

Cicely Saunders Annual Lecture 
The Institute and Our Lady’s Hospice & Care Services, Dublin, hosted a live screening in May 2016 of the Annual 
Cicely Saunders Lecture by Baroness Finlay of Llandaff, Professor of Palliative Medicine at Cardiff University, 
Consultant at Velindre Cancer Centre and Independent crossbench member of the House of Lords. 

policy & practice

Karen Charnley, Head of Institute, with Prof Carlos Centeno Cortés as they mark the signing of a Memorandum of 
Understanding between AIIHPC and the Institute of Culture and Society (ICS), Universidad de Navarra, Spain. Also 
included are EAPC President Professor Philip Larkin (standing third from left) and colleagues from Universidad  de 
Navarra and AIIHPC 
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raising awareness
of palliative care

Palliative Care Week 2016 
AIIHPC ran the third annual Palliative Care Week, a dedicated campaign to raise greater public awareness and 
understanding of palliative care, across the island of Ireland from 3-8 October 2016.
• The campaign had its most successful year to date in terms of information events hosted by partners and 

stakeholders. The Institute supported four major conferences as well as provided Palliative Care Week 
information packs to approximately 400 organisations.

• Additional promotional materials were provided to 25 contacts to support awareness raising events and activities 
across the island.

• 30 newspaper articles were published, 29 radio interviews broadcast and 19 articles published online – a 
significant increase on 2014.

• There were 1,923 page views on the campaign website which was housed on www.thepalliativehub.com, 
including 839 unique users.

• The campaign had by far its most successful year to date on social media in 2016.
• The campaign hashtag #pallcareweek was repeatedly the top trending item on social media on the island of 

Ireland during the week.
• #pallcareweek was the second most used hashtag in Ireland over the entire week.
• Twitter activity included 773 posts, 273 users, 552k reach and 4.23m impressions.
• A Thunderclap used to kick off the week had a social reach of 195,485.

Many events occurred at a local level and involved AIIHPC’s 23 partner organisations. 

#pallcareweek 2016 - The Numbers

Number of 
individual posts

Number of people 
who posted

Number of unique accounts who 
potentially saw #pallcareweek

Number of times #pallcareweek was 
potentially seen

An ‘Understanding Palliative Care’ video was launched during Palliative Care Week 2016. Photographed at the launch 
are Dr Cathy Payne, AIIHPC Programme Manger (second from right) and Fiona Gilmour, Northern Health and Social 
Care Trust Palliative Care Service Improvement Lead (second from left) with colleagues from the Trust and from the 
community and voluntary sector

AIIHPC Supported the Western Health and Social Care 
Trust ‘Choice and Planning with a Life Limiting Illness - 
what matters?’ conference

Pictured at the ‘Palliative Care: New Approaches 
Conference’ in the Southern Health and Social Care Trust 
area 
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Communication and Raising 
Awareness of AIIHPC

May 2016 saw the publication 
of the final report of the Let’s 

Talk About survey. This was the 
culmination of a major two-

year project undertaken by the 
Institute to capture the experience 

of people with palliative care 
needs and their carers across the 

island of Ireland.

During 2016 there was a major focus on increasing awareness of the Institute and its activities.  The Institute used 
a number of methods for increasing awareness including significantly increasing its presence on Twitter, with a 
particular focus during Palliative Care Week 2016. 

The Institute’s website continued to be updated with news on key projects and initiatives. (See Appendix A for details 
AIIHPC Website and The Palliative Hub) 

The Institute also produced a monthly newsletter and readership continued to grow during 2016. A huge effort 
is made to ensure valuable, relevant and accurate information is disseminated.  AIIHPC views the newsletter as a 
valuable tool to ensure good communication is maintained with all stakeholders and partner organisations.   

In addition, the Institute attended a large number of conferences and events to promote its work within 2016 (See 
Appendix B for details of conferences/events attended) 

Expert Collaborators
In 2016, Karen Charnley wrote to the Institute’s panel of Expert Collaborators to ascertain if they wished to continue 
in their role and also requesting a meeting with those who would attend the EAPC Research Congress in Dublin in 
June.  Karen met with a number of Expert Collaborators during the EAPC Congress.  The Institute will continue to 
explore further collaboration with panel members.  

Funding
Public Health Agency (Northern Ireland) 
The Public Health Agency provided £50k of funding for AIIHPC in 2016 to support a range of activities including the 
establishment of a ‘user and carer engagement structure’ for the new Regional Palliative Care Programme ‘Palliative 
Care in Partnership’. The group is called ‘Palliative Care in Partnership Voices4Care’. In addition, the Public Health 
Agency supported the launch and dissemination of The Palliative Hub – Professional, the Let’s Talk About Palliative 
Care Report, and the Palliative Care Week campaign. 

Health Service Executive 
The Health Service Executive provided €100k of funding from June 2016 – June 2017.  The funding supported a 
wide range of  initiatives including the further development of the Palliative Hub, online gateway to palliative care 
information and the delivery of Palliative Care Week 2016.  The Institute continued to support the National Clinical 
Programme for Palliative Care and its initiatives including linking the National Patient Charter (RoI) to palliative care. 
In addition, AIIHPC has been funded by the Health Service Executive, with the support of the National Clinical 
Programme for Palliative Care, to undertake a demonstration project on the use of ECHO to support nursing 
home staff to improve their knowledge and skills in the care of patients with a wide range of palliative healthcare 
needs. The ECHO model™ (Extension for Community Healthcare Outcomes) is an innovative alternative to face to 
face training with a high quality ‘tele-mentoring’ training, coaching and development programme, which will be 
undertaken in 2017.

Irish Hospice Foundation 
The Irish Hospice Foundation provided project funding to AIIHPC within 2016 for the delivery of initiatives to support 
palliative and end of life care. 

Other Projects 
A tender to the Department of Health for a ‘National Survey on the prevalence of pain and constipation in patients 
attending Cancer Centres in Ireland’ was successful. The lead partner is University College Dublin with support from 
the National Clinical Programme for Palliative Care. AIIHPC is a named partner and will lead on dissemination. 

Governance 
AIIHPC was set up in 2011 and extended membership in 2016 to comprise a total of 23 partners including eight 
universities, nine hospices across the island of Ireland, the five Health and Social Care Trusts in Northern Ireland and 
the Irish Hospice Foundation.  Each partner organisation makes a contribution to funding the Institute. The Institute 
also received support from a range of sources including the Public Health Agency, Health Service Executive, Health 
Research Board and the Irish Hospice Foundation.

AIIHPC Council of Partners has responsibility for the overall stewardship, strategic direction and proper functioning 
of the Institute and met on four occasions during 2016.  Council of Partner Members comprise 23 partner 
representatives and two members of Voices4Care. (Appendix C) 

The Executive Committee oversee the Institute’s financial management and accountability responsibilities and met 
on five occasions during 2016.

The Finance & Human Resources Sub-committee reports to the Executive Committee and also met on five occasions 
during 2016.

The Council of Partners also established an Appointments Sub-committee, which met twice during 2016, to oversee 
the process to appoint a new Chair and two Vice Chairs of the Institute. 
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Conferences/Events in which AIIHPC participated 
• Compassionate Communities Conference, Derry/Londonderry, 18 February
• SPHeRE Network Conference, Dublin, 29 February
• Improving Care for Older People in Northern Ireland, Belfast, 1 March
• Palliative Care Congress, Edinburgh, 9-11 March
• International Children’s Palliative Care Conference, Dublin, 22-23 April
• Hospice Friendly Hospitals, Limerick, 27 April 
• All Ireland Gerontological Nurses Association, (AIGNA) 8th Annual Conference, Dundalk, 5 May
• Futures Health Summit, City West, Dublin, 26-27 May
• Palliative Care in Neurodegeneration with a focus on Dementia, Cork, 27 May
• Living with Dementia in Rural Ireland Conference, Galway, 30 May 
• European Association of Palliative Care World Research Congress, Dublin, 9-11 June  
• Personal and Public Involvement Conference, Belfast, 22 June 
• Northern Ireland Confederation of Health and Social Care (NICON) Conference, Belfast, 28-29 June
• Heart Failure & Palliative Care Seminar 2016, Mater Misericordiae Hospital, Dublin, 2 September
• Beaumont Hospital Palliative Care Multidisciplinary Study Day, Dublin, 29 September
• European Association of Palliative Care Research Network Symposium, Brussels, 30 September
• Southern Health and Social Care Trust ‘Palliative Care New Approaches’ Conference,  Craigavon, 5 October
• Making a difference, measuring the difference - International models of quality in palliative care and the Irish 

context, Limerick (Milford Care Centre), 6 October
• International Compassionate Cities Summit, Limerick (Milford Care Centre and Maynooth University), 7 October
• Institute of Public Health Conference, Belfast, 11 October
• Western Health and Social Care Trust ‘Choice and Planning with a Life Limiting Illness – what matters?’ 

conference, Omagh, 12 October
• Policy Forum for Northern Ireland Keynote Seminar:  Health and social care provision in Northern Ireland, Belfast, 

18 October
• AIIHPC was a conference partner in the International Palliative Care Network Conference, which took place on-

line in October 2016
• How to involve and co-produce with patients and communities, The King’s Fund, London, 1 November
• Palliative Care Research Forum Northern Ireland AGM & seminar, Belfast, 11 November
• Hospice UK Conference, Liverpool, 16 November 
• Bereavement Care / End of Life Awareness Day, Sligo University Hospital,  17 November

appendix b
Partner Organisation    Representative (at June 2016)
Belfast Health and Social Care Trust  Ms Catherine McNicholl 
Dublin City University    Prof Anthony Staines
Dublin University Trinity College   Prof Charles Normand
Foyle Hospice     Mr Donall Henderson
Galway Hospice Foundation   Ms Mary Nash
Irish Hospice Foundation   Ms Sharon Foley
Lauralynn Children’s Hospice   Ms Sharon Morrow
Marie Curie     Mr Eamon O’Kane
Marymount University Hospice   Prof Tony O’Brien
Milford Care Centre    Mr Pat Quinlan
National University of Ireland Galway  Ms Laura Dempsey
Northern Health and Social Care Trust  Ms Una Cunning
Northern Ireland Hospice   Ms Heather Weir  
Our Lady’s Hospice & Care Services  Ms Audrey Houlihan
Queen’s University Belfast   Prof Sam Porter
Royal College of Surgeons in Ireland  Ms Siobhan McCarthy
South Eastern Health and Social Care Trust Ms Nicki Patterson 
Southern Health and Social Care Trust  Ms Angela McVeigh
St Francis Hospice    Dr Karen Ryan
Ulster University    Prof Sonja McIlfatrick
University College Cork    Dr Catherine Sweeney
University College Dublin   Prof Philip Larkin
Western Health and Social Care Trust   Mr Alan Corry Finn
Voices4Care      Ms Anne Molloy
Voices4Care     Ms Eithne Frost

appendix c
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Contact
All Ireland Institute of Hospice and Palliative Care
Email: info@aiihpc.org
Web: www.aiihpc.org
Ph: +353 1 491 2948


