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Rationale 

Following the Palliative and End of Life Research Priority Setting Project (PeolcPSP), the All 

Ireland Institute for Hospice and Palliative Care (AIIHPC) facilitated a Strategic Planning 

Workshop to address some of the recommendations that emerged. 

One of the recommendations was to engage key stakeholders in discussions on how the Top 

10 Research Priorities for Palliative and End of Life Care can be realised. AIIHPC brought 

together palliative care researchers, funding representatives and policy makers from 

Northern Ireland (NI) and the Republic of Ireland (ROI) to enable discussion and develop an 

action plan. 

Strategic Planning Workshop 

Research funding representatives from the Health Research Board in the Republic of Ireland 

(ROI) and Health and Social Care, Research & Development Office in the Public Health 

Agency, Northern Ireland (NI) gave an overview of the research policy context in both 

jurisdictions. AIIHPC Director gave an update on the current and future work of the Institute.  

The Top 10 Research Priorities for Palliative Care for Ireland were launched and then each 

priority was taken forward for roundtable group discussion (appendix 1) in order to identify 

key recommendations in seeking to answer each of the research priorities.  

Delegates were asked to consider the following: 

1. What are key aspects/recommendations to consider in seeking to address /answer 
these research priorities?  

2. Developing Action Plans:  

a. What needs to change/be implemented in order to address the research 
priorities?  

b. How can this be achieved? Who needs to do what? 

3. Develop action plans and next steps for the following: 

a. Researchers role 

b. Research funders role 

c. Practice/policy makers role 

Following the roundtable discussion, delegates were asked to decide on two 
recommendations that were then taken forward for further action plan development.  

Discussion centered around the objectives and actions in order to address each recommendation 

and groups were asked to consider the key stakeholders that should be involved and what outputs 

would indicate success. 
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Summary of findings 

A number of common recommendations emerged from the roundtable discussions which 

were relevant to researchers, research funders and policymakers in progressing palliative 

and end of life research which can then be translated into practice.  

The overall need to develop greater public and professional understanding of the value of a 

palliative approach to care was identified. Suggestions to improve public awareness were 

underpinned by recognition of the potential that a public health approach could bring in 

both identifying and addressing deficits. A better understanding of current attitudes 

towards palliative care is required which could then be addressed through targeted public 

and information campaigns delivered through social media and training to patients, families, 

carers and healthcare professionals.  

Improved public awareness should aim to promote early discussions within families and 

‘take the scare’ out of the term palliative care. A key issue to be addressed will be to 

highlight the benefits of advanced care planning for patients, families and healthcare 

professionals. Promoting the importance of conversations about care preferences prior to 

reaching end of life was seen as integral to this.  

People’s preferred place is of death is often at home, therefore the best way to provide care 

at home needs to be researched and implemented. Furthermore, research into providing 

palliative care outside of working hours and issues surrounding dying at home is warranted 

in order to determine and realise what patients and families need and want at the end of 

life. Research findings and example of good practice then will need to be communicated to 

healthcare professionals and transferred to practice, through the use of good 

communication and working relationships between researchers and clinicians.  

In order to improve palliative care services, it is imperative to understand what aspects of 

care are being done well and what does not work. The need for a review of current practice 

was identified. It was felt that it is important to build upon positive care experiences; using 

good practice as a starting point to develop services. Furthermore, it is important to 

evaluate current practice across different diseases conditions and in different jurisdictions 

to identify best practice and then to work together to roll this out to other disciplines and 

regions. 

The benefits of conducting secondary analysis of existing datasets both within the area of 

palliative care and from other existing databases and projects, in order to answer new 

research questions was acknowledged. Researchers and data management experts would 

be key stakeholders to enabling access to large scale population data and using the data to 

begin to address the palliative and end of life research priorities for Ireland. 

AIIHPC’s palliative hub could be a useful resource to help address research priorities for 

Ireland. The Palliative Hub Learning Platform’s, an online learning environment for 
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healthcare professionals, patients and carers to learn about palliative care and the 

Professional Hub is an ideal resource to enable the sharing of good quality palliative care 

research. The Children and Young People and Adult Palliative Hub could be an interactive 

resource to support children and young people and adults when they have a loved one at 

the end of life. 
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Summary of Discussions 

Priority Recommendations Action plan (objectives/actions) Stakeholders 

1. What are the best ways 
of providing palliative 
care outside of ‘working 
hours’ to avoid crises and 
help patients to stay in 
their place of choice? This 
includes symptom 
management, counselling 
and advice, GP visits and 
24-hour support, for 
patients, carers and 
families?  

 The need for 
comprehensive and 
interdisciplinary 
sharing of data. 
 
 
 
 
 
 
 
 

 Technology to support 
the delivery of 
palliative care for 
patients to be 
delivered in their 
“place of choice” 

 Need for a seamless service. ROI should model the 
“patient passport” system currently in NI.  
 

 A cross-border system should be in place and 
European Funding for cross border projects which may 
focus on time scales. This could result in improved 
outcomes for end of life care, enabling patients to stay 
in their place of choice.  
Evidence of progress could be demonstrated when 
standards for care are adhered too and staff are 
competent caring for the patient. 
 

 Scoping exercise to determine technological 
advancements which can / could support delivery of 
palliative care according to patients choice; how 
AIIHPC palliative hub could assist.  
 

 Pilot study to evaluate the technology and patient 
outcomes.  
 

 Secondary analysis of existing data to determine 
whether technology enables the patient to stay in 
their place of choice, looking at urban versus rural 
scenarios. 
 

 

 Multi-services 

 Health systems in NI 
and ROI 

 Key clinical and 
academic partners 

 Patients and carers 
voice is central 

 
 
 
 
 

 
 
 
 

 Patients 

 Family 

 Professional carers 
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Priority Recommendations Action plan (objectives/actions) Stakeholders 

2. What are the benefits, 
and best ways, of 
providing care in the 
patient’s home and how 
can home care be 
maintained as long as 
possible? Does good co-
ordination of services 
affect this?  

 Promote dying at 
home as preferred 
place of death as a 
mainstream issue. 

 
 

 Research needed to 
better understand 
issues related to dying 
at home. 

 Promote the concept of dying at home as a 
mainstream issue. Use social media and national 
campaign to educate people and promote awareness 
of palliative care and to initiate conversations about 
death and dying. 
 

 Researchers could conduct surveys/audits to measure 
outcomes using the palliative hub to promote the 
findings. Also utilize results from existing studies e.g. 
TILDA 
 

 High quality collaborative research with highly trained 
researchers to demonstrate dying at home 
experiences. Imperative findings are published widely. 

 Everybody 
 
 
 
 
 
 

 Funders 

 Research 
community 

3. What are the best ways 
to make sure that 
palliative care patients 
receive adequate pain 
and symptom relief and 
which drugs for pain 
management are best in 
terms of side-effects, such 
as drowsiness?  

 Create supportive 
cultures and 
structures to enable 
transfer of knowledge 
into practice. 
 
 
 
 

 Use of technology by 
healthcare 
professionals, patients 
and carers. 

 Propagate a learning culture which embraces new 
knowledge to enhance quality of life. 
 

 Transformational action research is warranted. Sustain 
clinical and organizational buy in through pedagogical 
input and transformational leadership to enable 
changes at the bedside. 

 

 Ensure healthcare professionals, patients and carers 
have the knowledge and competence to deliver care 
in all settings.  
 

 Promote engagement with service early using a 
person centered approach rather than one method for 
all patients. 

 Leaders 

 Clinicians from 
various disciplines 
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Priority Recommendations Action plan (objectives/actions) Stakeholders 

4. What are the best ways 
for healthcare 
professionals to tell 
patients, carers and 
families that a patient’s 
illness is terminal and also 
explain the dying process 
compassionately and 
honestly? Can literature, 
including leaflets, be 
helpful? Who is the best 
person to provide this 
information and 
communication?  

 Examine and identify 
best practice to 
explain the dying 
process across a range 
of conditions. 
 
 
 
 
 

 Research the effect of 
breaking bad news on 
professionals 

 Review processes and communications practices 
around diagnosis and dying across a range of 
conditions which can be built upon to establish best 
practice.  
 

 Implement and evaluate newly established best 
practice for communications  in all care settings  
 

 Promote best practice principles of communication to 
the public. 
 
 

 Patients and carers 

 Healthcare 
professionals 

 Healthcare 
providers 

 Support groups 

 Commissioners 

 Policy makers 

 KPI 

5. What are the benefits 
of Advance Care Planning 
and other approaches to 
listening to and 
incorporating patients’ 
preferences? Who should 
implement this and 
when?  

 Review current 
Advance Care Planning 
practices. 

 

 Examine how a Public 
health approach could 
promote better 
understanding and 
change of current 
attitudes to Advance 
Care Planning to 
maximize 
incorporation of 
patients’ preferences. 

 

 Conduct a scoping exercise beginning with a review of 
the literature.  
 

 Conduct a systematic review of current evidence and 
practice, possibly carrying out secondary analysis of 
existing data. 
 

 Set targets and implement strategies to ensure 
discussions and plans are in place which set out 
preferences around place of death and other end of 
life issues 
 

 Promote demystification of End of Life issues and 
normalize the language surrounding end of life issues.  

 Patients and 
families 

 International key 
leaders/EAPC 
(comparisons 
between countries) 

 Policy makers  

 Healthcare 
providers 
 

 Legal professionals 

 Funeral directors 

 Financial services 

 Insurance 
companies 
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Priority Recommendations Action plan (objectives/actions) Stakeholders 

6. What are the best ways 
to make sure there is 
continuity for patients at 
the end of life, in terms of 
the staff that they have 
contact with and does this 
improve quality of 
palliative care? Would 
having a designated case-
coordinator improve this 
process?   

 Ensure access to 
services /appropriate 
care at the right time 
in the appropriate 
setting without 
barriers. 
 
 
 

 Foster a functioning 
team approach within 
a wider system. 

 Look at new innovative ways of providing services 
within current structure. An example being ensuring 
there is one pharmacy within an area that stocks all 
the appropriate end of life care medications to ensure 
patients have access when they require them. 
 
 
 

 Carry out secondary analysis on data previously 
collected looking at care co-ordination and best 
practice and what doesn’t work. Evidence that will 
indicate success is equal provision of services. 

 Primary care 
 
 
 
 
 

 Patients and 
families 

 Healthcare 
professionals 

 Researchers 

 Funders 

 Data management 
experts 
 

7. What are the best ways 
to support children and 
young people when 
someone close to them is 
dying or has died? This 
includes communicating 
with them about the 
diagnosis and dying 
process, enabling them to 
talk about their 
experience and providing 
bereavement support. 
 
 

 Promote a better 
understanding of the 
nature of 
communication when 
supporting children 
and young people. 
 

 Implement actions 
assist with public 
education 

 Carry out a secondary analysis of palliative care data 
previously collected. 

 
 
 
 

 Look at what is currently done and what is done well. 
It can be a parenting issue; therefore we need to 
educate families. 

 

 Researchers 

 Healthcare 
providers 

 Patients and 
families 

 
 
 

 Researchers 

 Patients and 
families 
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Priority Recommendations Action plan (objectives/actions) Stakeholders 

8. What information and 
training do carers and 
families need to provide 
the best care for their 
loved one who is dying?  

 Raise awareness of 
palliative and end of 
life care for service 
users. 
 

 Raise awareness of 
palliative and end of 
life care for healthcare 
professionals from 
diagnosis to death and 
bereavement 

 Use public awareness campaigns and forums such as 
voices for care. Need to “take the scare out of 
palliative care”. 
 

 Provide ongoing training for healthcare professionals. 

 Patient and public 

 Media/social media 
 
 

 Healthcare 
professionals 

9. What are the best ways 
to begin and deliver 
palliative care for 
patients with non-cancer 
diseases (such as COPD, 
heart failure, MND, AIDS, 
multiple sclerosis, Crohn’s 
disease and stroke)?  

 Raise awareness of 
what a palliative care 
approach means. 
 
 
 
 
 

 Promote 
implementation of 
research for non- 
malignant disease. 

 Embed a palliative care approach in the care of 
patients as part of routine care. 
 

 Identify one area where a palliative care approach is 
effective and roll it out as a model for other diseases 
and conditions. 

 

 Implement a change in practice.  
 

 Funders need to provide opportunities within research 
grant calls, providing top up and dedicated funding 
opportunities to include non-malignant studies. 

 Healthcare clinicians 
 
 

 
 
 
 
 
 

 Funders 

10. Are hospices, hospitals 
and care homes providing 
adequate staff training to 
deliver specialist palliative 
care, and to what extent 
does funding affect this? 

 Measure impact and  
outcomes of palliative 
care education on 
patient and carer.   
 

 

 Determine whether palliative care education has a 
positive impact on patients, carers and the quality of 
care. 
 

 Identify whether current palliative care education 
provision is fit for purpose. 

 PC Educationalists 

 Universities 

 Clinical partners 

 Patients and carers 

 3 levels of 
education (General, 
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Priority Recommendations Action plan (objectives/actions) Stakeholders 

How can high quality 
trained staff be ensured 
no matter where the care 
is being delivered? 

 
 
 
 
 
 
 
 

 Develop model of 
education which 
reflects model of 
interdisciplinary 
Holistic care 

 
o Evaluation of patient & carers perspective on 

quality of care  
o Replicate Helen Rice work on empathy 
o Evaluate education interventions, cohort 

studies, comparison studies: NI vs. ROI, 
Malignant vs. non-malignant.   

 

 Provide optimal level of training to meet educational 
needs of patients & carers.  

 Implement competence frameworks, acting on 
recommendations from AIIHPC community learning 
needs.  

 Measure evidence of success - when healthcare 
professionals are able to articulate Palliative Care in 
practice and patients/carers are able to access PC 
more effectively 

Interdisciplinary, 
Specialist) 

 
 
 
 
 
 
 

 Hospital 

 Same as above 
recommendation. 
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Appendix 1: Group allocation and List of Attendees  

Table 1: Priorities 1 & 10 

Michael Connolly 
Head of Education/PM 
education 

AIIHPC 

Anne Marie Telford Chairperson AIIHPC Expert Advisory Board 

Debbie  Hayden Nurse Tutor 
Our Lady's Hospice and Care 
Services 

Dr Gail  Johnston Programme Manager Public Health Agency 

Kevin Connaire Director of Education St Francis Hospice 

Phil Larkin Professor of Clinical Nursing AIIHPC 

Shelagh  
Reaper-
Reynolds 

General Manager Palliative 
Care 

HSE 

    

Table 2: Priorities 2 & 9 

Suzanne  Guerin Interim Head of Research AIIHPC 

Mairead  O’Driscoll 
Director Research Strategy and 
Funding 

HRB 

Elizabeth Fahy McCarty 
Assistant Professor, Education 
Facilitator MSc Dementia & 
MSc Cancer  

Trinity College Dublin 

Jacqueline Robinson 
Business Manager, Hope 
Directorate   

St James Hospital 

Roger O'Sullivan Director of CARDI 
Centre for Ageing Research  and 
Development  in Ireland 

Joan McEwan 
Head of Policy & Public Affairs 
for Northern Ireland 

Marie Curie 
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Table 3: Priorities 3 & 8 

Karen Charnley 
Programme Manager 
Education and Communication 
Hub 

AIIHPC 

Gemma Kiernan Nursing and Human Sciences Dublin City University 

Lorna  
Peelo-
Kilroe  

Nursing Lead for the Palliative 
Care Programme 

HSE 

Sabine Best 
HSC Research & Development 
Division 

Marie Curie UK 

Deirdre Shanagher Development Officer Irish Hospice Foundation 

Martina  Byrne  Teaching Fellow University College Dublin 

    

Table 4: Priorities 4 & 7 

Paddie Blaney Director AIIHPC 

Catriona  Kennedy 
Professor of Nursing and 
Midwifery 

University of Limerick 

Graham Love CEO Health Research Board 

Geralyn Hynes Associate Professor Trinity College Dublin 

Joanne Reid 
Lecturer - School of Nursing 
and Midwifery 

Queen's University Belfast 

Cathy  Payne Palliative Care Educator 
Our Lady's Hospice and Care 
Services 

    

Table 5: Priorities 5 & 6 

Sonja McIlfatrick 
Professor of Nursing / Senior 
Investigator - AIIHPC 

University of Ulster / AIIHPC 

Charles Normand 
Edward Kennedy Professor of 
Health Policy & Management 

Trinity College Dublin 

Lesley Rutherford 
Nurse Consultant in Palliative 
Care 

Marie Curie NI 

Owen Metcalfe Director Institute of Public Health 

Catriona Bradley  Executive Director Irish Institute of Pharmacy  

Maeve Hully Chief Executive Patient and Client Council 

 


