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PREFACE
All Ireland Institute of Hospice and Palliative Care (AIIHPC) Palliative Care Research Network (PCRN) focuses on
tackling questions relating to palliative, supportive and end of life care on the island of Ireland and internationally.
With core funding from the Irish Health Research Board, our researchers have been able to undertake high-quality,
interdisciplinary, and internationally competitive research with a view to addressing some of the most challenging
and complex issues relating to palliative care. A significant action for the PCRN is translating the work done into
wide-ranging benefits for service users and their carers. The KINDLE Project1 (Knowledge INnovation Dissemination
Learning Exchange) is a noteworthy example of how pertinent research may be disseminated so as to promote
understanding, knowledge, and best practice, as well as to inform future research activities.
This year we welcomed the launch of new health and social care research strategies from our funders - the Health
Research Board and the HSC Research & Development Division (Public Health Agency, Northern Ireland). Both
strategies place emphasis on building research capacity and leadership, responding to national health and social
care priorities, patient and public involvement in research, along with creating a strong research culture within
organisations. The launch of these strategies coincided with three new programmes of work being adopted by AIIHPC
(in relation to the integration of research, education, policy and practice; service user and carer engagement; and the
ongoing development of specialist palliative care). Reflecting this renewed energy and tighter focus on palliative and
end of life care issues, the PCRN moved into a period of transition with the establishment of a new Strategic Scientific
Committee and the expansion of the network with new members and research teams. As we look forward to the
next five years, the Strategic Scientific Committee2 will drive the strategic development and future sustainability of
the network, placing it on a par with other international leaders in palliative care research and development.
To conclude, the PCRN is the leading body for high quality research in palliative care on the island of Ireland and
wider. At this present time when the world faces significant social, cultural, and political upheaval, we are reminded
to hold true to our core principles and values, and for the PCRN these remain social justice, inclusivity, accountability,
and evidence-base.

Tara Murphy, PhD
AIIHPC Programme Manager Research

For further information about The KINDLE Project visit http://www.professionalpalliativehub.com/research/kindle
Representation on the SSC includes clinical and academic researchers, service users and carers, and funders.
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People and Projects
Pain assessment and management for patients with advanced dementia nearing the end of life
Dr Bannin De Witt Jansen, Prof Kevin Brazil; Prof Peter Passmore, Dr Hilary Buchanan, Dr Doreen Maxwell, Prof
Sonja McIlfatrick, Dr Sharon Morgan, Prof Max Watson and Dr Carole Parsons

Lead Organisation: Queen's University Belfast
Pain assessment and management for
patients with advanced dementia nearing
the end of life
Dr Bannin De Witt Jansen1; Prof. Kevin Brazil2; Prof. Peter Passmore3, Dr
Hilary Buchanan4, Dr Doreen Maxwell5, Prof. Sonja McIlfatrick6, Dr Sharon
Morgan7, Prof. Max Watson8 and Dr Carole Parsons1

AIM

AFFILIATIONS
1School

of Pharmacy,
Queen’s University Belfast,
of Nursing &
Midwifery, Queen’s
University Belfast
for Public Health,
Queen’s University Belfast,
4 Patient & Public
Involvement
Representative
5Kerrsland Surgery Belfast,
6Institute of Nursing and
Health Research, Ulster
University & ALLHPC,
7Marie Curie Hospice
Belfast
8 Northern Ireland Hospice
2School

3Centre

*Project ECHO© The
University of New
Mexico (UNM)
http://echo.unm.edu/
ECHO Northern Ireland
http://echonorthernirel
and.co.uk/

We would like to
acknowledge and
express our gratitude to
all participants,
collaborating
organizations and the
funding body for their
continued support and
facilitation throughout
this three-year study.

Phase 1.
Identify and explore key issues in the
assessment and management of pain in
patients with advanced dementia (AD)
nearing the end of life (EOL) from the
perspectives of bereaved carers and
physicians, nurses and healthcare
assistants from primary, secondary,
hospice and nursing home care
settings.
Phase 2.
Develop a model to improve pain
assessment and management in AD.
Phase 3.
Pilot the finalised model in primary,
secondary, community and hospice
care settings.

METHODS

INTERVENTION

Phase 1. Semi-structured interviews
were held with bereaved carers (n=3)
and healthcare professionals ([HCPs],
n=61). Thematic analysis was applied.

Findings from Phase 1 suggested a
need for an educational intervention to
address key issues in pain assessment
and management in AD at EOL.

Phases 2 & 3. HCP participants from
Phase 1 were invited to participate in
the TEAM Pain AD teleECHO pilot. An
open call for HCP participation was
made via DSIG and HSC R&D email
dissemination. Baseline measurement
of HCPs’ self-reported knowledge and
confidence were taken via pre-ECHO
(n=18) surveys prior to participation.
These were compared with the postECHO (n=20) and retro-pre-ECHO
(n=18) measurements to evaluate the
efficacy of the TEAM Pain AD
curriculum and model. Two focus
groups (n=6) provided feedback on the
curriculum and ECHO experience.

The Project ECHO©* model was used to
develop TElementoring in Assessment
and Management of Pain in Advanced
Dementia (TEAM Pain AD) teleECHO
clinics. HCPs (n=27) attended a preECHO workshop on 28 April 2016.
Findings from Phase 1 and the ECHO
model were presented. Participants
designed the curriculum for the pilot
study. Five TEAM Pain AD clinics were
held between 1 June 2016 and 6 July
2016. Clinics comprised 20 minutes
focused didactic training on a specific
topic delivered by a recognized
specialist and 55 minutes of patient
case discussion (n=2 cases per clinic).

KEY HIGHLIGHTS/
CHALLENGES

RECENT ACTIVITIES
INVOLVING PATIENT/PUBLIC

KNOWLEDGE TRANSFER
& EXCHANGE ACTIVITIES

Challenges
• Bereaved carer recruitment.
• Some issues with software,
equipment and timing of receipt of
patient case submissions.
Key highlights
•Average attendance of 20 HCPs per
clinic with representation from
primary, secondary, hospice,
community and nursing home settings
•Variety of participants per clinic
including: physicians, nurses,
healthcare assistants, pharmacists, OTs,
pain specialists, community mental
health teams (CMHT) and dementia
support workers.
•Participants’ active contributions to
case discussions and knowledge
exchange. Clinics showcased HCPs’
commitment to provision of excellent
care in dementia.

Hilary Buchanan, the PPI
representative, contributed to the
study design, conduct, data checking,
discussion of key themes and reviewed
submitted manuscripts and abstracts.
She is co-author on all published
outputs.
The pilot study was developed in direct
response to findings from HCP
interviews in Phase 1. These
participants, in addition to other HCPs,
designed a curriculum to suit their
learning needs, determined clinic dates
to accommodate their workload &
clinical commitments, participated as
experts or spokes during clinics and
provided patient case material. TEAM
Pain AD was in its essence, a bespoke,
needs-driven intervention designed by
the population it was intended to
facilitate.

Nurses’ and healthcare assistants’ perspectives on and
use of pain assessment tools with people dying with
advanced dementia. De Witt Jansen B, Brazil K, Passmore
A, Buchanan H, Maxwell D, McIlfatrick SJ, Morgan S,
Watson M & Parsons C. (2016) Palliative Medicine, 30, 6,
pNP45-46. Oral presentation, EAPC 9-11 June 2016
Physicians’ perceptions and use of pain assessment tools
with people with advanced dementia approaching the
end of life. De Witt Jansen B, Brazil K, Passmore A,
Buchanan H, Maxwell D, McIlfatrick SJ, Morgan S, Watson
M & Parsons C. (2016) Palliative Medicine, 30, 6, pNP37.
Oral presentation, EAPC 9-11 June 2016
Nurses’ experiences of pain management for people with
advanced dementia approaching the end of life: a
qualitative study. De Witt Jansen B, Brazil K, Passmore A,
Buchanan H, Maxwell D, McIlfatrick SJ, Morgan S, Watson
M & Parsons C. (2016) Journal of Clinical Nursing,
Accepted manuscript online: 21 June 2016
“There’s a catch-22”. The complexities of pain
management for people with advanced dementia nearing
the end of life: a qualitative exploration of physicians’
perspectives. De Witt Jansen B, Brazil K, Passmore A,
Buchanan H, Maxwell D, McIlfatrick SJ, Morgan S, Watson
M & Parsons C. (2016) Palliative Medicine Published
ahead of print on October 25, 2016

NEW GRANTS APPLIED FOR
Marie Curie Research Grants Scheme Full Application: Assessment of pain, distress and discomfort in patients with advanced
dementia nearing the end of life. (Decision pending)

AIM
1. Identify and explore key issues in the assessment and management of pain in
patients with advanced dementia (AD) nearing the end of life (EOL) from the
perspectives of bereaved carers and physicians, nurses and healthcare assistants
from primary, secondary, hospice and nursing home care settings.
2. Develop a model to improve pain assessment and management in AD. Phase
3. Pilot the finalised model in primary, secondary, community and hospice care
settings.

FUTURE STUDIES
•

CONTACT
Dr Carole Parsons (Principal Investigator)
School of Pharmacy
Queen’s University Belfast
Email: c.parsons@qub.ac.uk
Phone: 028 9097 2304
www.qub.ac.uk/schools/SchoolofPharmacy/

•
•

Future studies should explore how HCPs share and apply knowledge gained through teleECHO participation in clinical practice.
Evaluation of knowledge outcomes against patient outcomes may provide further insight into the efficacy of teleECHO curricula in
changing clinical practice.
Future studies of teleECHO clinics in dementia should include a wider participant sample from secondary care and include HCPs
not specialised in, and those new to, palliative and/or dementia care.
The role of HCAs in pain assessment in dementia requires further exploration, particularly with regards to the use of observational
pain assessment tools and HCA inclusion in multidisciplinary team meetings.

ABBREVIATIONS

AD: advanced dementia
DSIG: Dementia Strategy Implementation Group
HSC R&D: Health and Social Care Trust Research and Development
TEAM Pain AD: TElementoring in Assessment and Management of Pain in Advanced Dementia
HCA: Healthcare Assistant

Click here to view the full size poster

HCPs: healthcare professionals
KT: knowledge transfer
EOL: end of life
OT: occupational therapist
CMHT: Community Mental Health Team

Rehabilitation in Palliative Care: A Novel Exploratory Study
Dr Cathy Payne, Prof Phil J Larkin, Prof Sonja McIlfatrick, Dr Lynn Dunwoody, Dr Jackie Gracey

Lead Organisation: Ulster University
AIM
Palliative rehabilitation is defined in this research as “an educational, problem-solving
process that focuses on activity limitations and aims to optimise social participation
and well-being, thereby reducing stress on family and carers within the context of a
life-limiting progressive illness” (adapted from Wade & de Jong, 2000).
The aim of the APRIL (Active Palliative Rehabilitation in Lung cancer) study was to
determine the feasibility, acceptability and potential impact of palliative rehabilitation
for people newly commencing systemic therapy with palliative intent for stage IIB or IV
NSCLC.

Rehabilitation in Palliative Care:
A Novel Exploratory Study
Payne C1,3,4, Larkin PJ2,4, McIlfatrick S1, Dunwoody L5, Gracey JH1

1Institute of Nursing & Health Research, Ulster University 2School of Nursing, Midwifery &
Health Systems, University College Dublin 3All Ireland Institute of Hospice and Palliative Care
4 Our Lady's Hospice & Care Services, Dublin 5Psychology Research Institute, Ulster University

Background and Aim
Palliative rehabilitation is defined in this
research as “an educational, problemsolving process that focuses on activity
limitations and aims to optimise social
participation and well-being, thereby
reducing stress on family and carers
within the context of a life-limiting
progressive illness” (adapted from Wade
& de Jong, 2000).1
The aim of the APRIL (Active Palliative
Rehabilitation in Lung cancer) study was
to determine the feasibility, acceptability
and potential impact of palliative
rehabilitation for people newly
commencing systemic therapy with
palliative intent for stage IIB or IV NSCLC.

Methods

Results

This mixed methods study was based on the
MRC guidance for complex interventions.2 A
six week individualised programme of
moderate intensity cardiovascular and
resistance exercise and nutritional guidance
was developed using Transtheoretical Model
of Behaviour Change.3 Adults with stage IIIb or
IV NSCLC attending the regional Cancer Centre
and recently commenced on systemic
treatment, were invited to participate in a
single cohort feasibility study. PROMs (EORTC
QLQ C15 PAL, MFI20, PGSGA) and functional
outcome measures (STS60, 6MWT) were
recorded at baseline, 6 and 12 weeks.
Individual programme goals were agreed
weekly by telephone. Post study semistructured interviews explored the
experiences and perceptions of patients and
HCPs involved in the study.

Interpretation of findings were limited by low
recruitment and missing data. Recruitment
and adherence rates however compared
favourably with other palliative rehabilitation
interventions4 (49 patients screened, 18
deemed eligible, 11 recruited, 8 completed
final assessment).
Five themes were identified from patient
interviews within an overarching title of Living
with and beyond an advanced cancer
diagnosis and three themes were identified
from HCP interviews, within an overarching
title of Palliative Rehabilitation: Exploring the
concept.
All participants stated that they would
recommend the intervention to those
interested in maintaining their functional
performance alongside active cancer
treatment.

Recent Activities involving
Patient/Public

Key Findings/Challenges
Findings outlined the potential role of
palliative rehabilitation alongside systemic
therapy in advanced NSCLC:
1) Many people diagnosed with advanced
NSCLC (non small cell lung cancer) are both
willing and interested in engaging in
palliative rehabilitation research.
2) Participation in APRIL led to perceived
improvements in physical and psychosocial
well-being.
3) Palliative rehabilitation to support people
to live as they wish, for as long as they are
able, should be a key consideration for all
those diagnosed with a life-threatening or
life-limiting condition.
Patient reported outcome measures were
found to be of limited value due to issues with
response shift and floor and ceiling effects.

• April 2016: An evening event was held for
members of the NI Cancer Consumer
Forum and the Belfast Lung Cancer
Information and Support Group and
families to listen to the findings of the
research and discuss future opportunities
for ongoing collaborations.
• May 2016: Stand in the Regional Cancer
Centre, Belfast lobby as part of National
Clinical Trials Day.
• October 2016: APRIL PPI involvement
presented at a HSC/Macmillan Building
Research Partnerships event in Belfast.
Facebook: Palliative Rehabilitation Group
Twitter: @PalliativeRehab

Knowledge Transfer &
Exchange Activities
• Posters and published abstracts at EAPC
2014-2016.
• Oral presentations to the Northern Ireland
Oncology and Palliative Care OT interest
group, OLH&CS Grand Rounds, Strathcarron
Hospice Palliative Rehabilitation Study Day,
NI Palliative Care Research Forum, Ulster
INHR Research Conference, European
Society for Radiation and Oncology (ESTRO)
congress, St Christopher’s Hospice AHP
Study Day, Danish Palliative Nursing Society
Danish Physiotherapy Conferences.
• Dissemination of key findings electronically
via email cascades in all identified
stakeholder organisations and other
potentially interested parties.

New Grants Applied For/Obtained
€2000 grant obtained to support knowledge transfer and exchange from APRIL using the (KTE) model developed by
PCRN WP-8 (Co-investigators Professor W. George Kernohan, Ulster & Dr Suzanne Guerin, University College Dublin).

Next Steps

Click here to view the full size poster
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Publications in draft:
• Payne et al (2016) Active palliative rehabilitation as a component of advanced lung cancer management: exploring
patient and health care professionals’ experiences and perceptions of feasibility and acceptability
• Payne et al (2016) Developing a palliative rehabilitation intervention in advanced lung cancer: The APRIL study.
Exploring opportunities for collaborative research focused on palliative rehabilitation, as part of a UK wide palliative
rehabilitation professional research network and the PCRN Early Career Researcher Forum.

Contact
Dr Cathy Payne
Programme Manager, AIIHPC
Email: cpayne@aiihpc.org

References

1. Wade DT & de Jong BA (2000) Recent advances in rehabilitation. BMJ 320: 1385-1388
2. Craig P, Dieppe P, Macintyre S, Michie S, Nazareth I & Petticrew M (2008) Developing and Evaluating Complex Interventions: new
guidance. London: Medical Research Council.
3. Prochaska JO & Velicer WF (1997) The transtheoretical model of health behavior change. Am J Health Promot , 12 (1), 38-48
4. Payne, C, Larkin, PJ, McIlfatrick, S, Dunwoody, L, Gracey, JH (2013) Exercise and Nutritional Interventions in Advanced Lung Cancer: A
Systematic Review. Current Oncology 20:e321-337
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Patients’ and Caregivers’ Preferences for Services and Support Near the End of Life: Evidence
From a Discrete Choice Experiment
Bridget M Johnston, Dr Karen Ryan, Prof Charles Normand

Lead Organisation: Trinity College Dublin
Patients’ and Caregivers’ Preferences for Services and
Support Near the End of Life: Evidence From a Discrete
Choice Experiment
Bridget M Johnston, MSc1; Karen Ryan, MD2,3; Charles Normand, PhD1
for Health Policy and Management, Trinity College Dublin, 2Mater
Misericordiae University Hospital, Dublin, 3Saint Francis Hospice, Dublin

1Centre

Background
Discrete choice experiments (DCEs) require individuals
make trade-offs and state their preferences between
two or more hypothetical sets of attributes. Their
observed choices make it possible to determine if the
attributes influence preferences and their relative value.
Evidence of the elements of care most valued is needed
to inform service delivery and support efficient resource
use.

Results
•

Seventy-five patients and 69 caregivers were interviewed, with 66 (88%) and 69 (100%) participating in the DCE.

•

Patients in all regions preferred barrier-free access to advice, ongoing support from SPC and reduced symptom
burden, while preferences differed about place of care, monthly costs and caregiver burden (Table 1).

•

Caregivers’ preferences varied across regions, with some prioritising support from SPC, access to advice and
keeping the patient at home. Unlike patients, caregivers had strong preferences for autonomous decision-making.

•

Two latent classes (LCs) were identified for patients:

DCEs have been widely used in health economics to
evaluate aspects of health care beyond health outcomes
and are promising in the context of providing evidence
about priorities amongst patients accessing specialist
palliative care (SPC) and their caregivers1-3.

AIM
The aim of this research was to estimate patients’ and caregivers’ preferences and their
trade-offs between attributes of palliative care supports and services using the DCE
framework. The objectives of the study included:

Aims & Objectives
The aim of this research was to estimate patients’ and
caregivers’ preferences and their trade-offs between
attributes of palliative care supports and services using
the DCE framework. The objectives of the study
included:
1) To quantify and determine the relative importance
of different attributes of palliative care-related
services and supports.
2) Identify similarities and differences in preferences
between various subgroups.
3) To explore how preferences are influenced by
perceptions of and experience with and hospice
and palliative care services.

•
•

Methods
Phase I: Identification of attributes and levels
•

Directed qualitative content analysis of semistructured interviews with patients receiving SPC
about their experiences of accessing care (n=10).

•

Deductive coding guided by a systematic review of
preferences for SPC service configuration4.

•

Inductive coding also used to identify and describe
any additional themes.

•

Cognitive interviews with patients and caregivers
(n=8) to assess face validity and generate meaningful
language.

Phase II: Cross-sectional study with patients and
caregivers accessing SPC services
•

Recruitment was carried out across three regions in
Ireland: Mid West, Mayo and North Dublin

•

Respondents made multiple choices between
combinations of 8 attributes: access to information;
symptom burden; monthly costs; caregiver burden;
shared decision-making; place of care; arranging
access to services; and access to SPC.

•

Response data were analysed using probit
regression. Latent class modelling was also used to
identify unobserved subgroups within each
population.

•

Likert scale items exploring perceptions of hospice
and palliative care services5 were also completed.

Contact
Bridget M Johnston
Centre for Health Policy and Management
Trinity College Dublin
bjohnst@tcd.ie
+353 1 896 4240

•
•

LC 1 (32%) had strong preferences for maintaining independence (e.g. remaining at home and reduced symptom
burden) and avoiding hospice admission (β = -2.386, p < 0.001).
LC 2 (68%) had well-defined preferences for support in the community (e.g. knowing whom to contact and
ongoing access to SPC)and wanted to minimise caregiver burden (β = -0.012, p = 0.017).
Members of LC1 were more likely to believe that hospice admission (p = 0.008) or palliative care referral (p =
0.083) hastens death than those in LC2.

1)To quantify and determine the relative importance of different attributes of palliative
care-related services and supports.

Three latent classes were identified for caregivers. All classes preferred autonomous decision-making by the patient,
knowing whom to contact and receiving answers and receiving help from a HCP to arrange access to services.
Additionally:
•

LC 1 (48%) prioritised scenarios where patients could receive care as an inpatient in a hospice (β = 0.541, p =
0.012) and required fewer hours of caregiving (β = -0.016, p = 0.027).

•

LC2 (29%) were influenced by the patient remaining at home (β = 2.027, p < 0.001).

•

LC 3 (23%) wanted to avoid hospice as place of care (β = -3.952, p = 0.001), preferred ongoing access to SPC (β =
1.995, p = 0.006) and wanted to provide care for their loved one (β = 0.130, p = 0.002).

•

Members of LC3 were more likely to report that they had never heard of hospice services than those in LC1 or
LC2 (p = 0.047).

Discussion & Conclusion

Key findings
• This research demonstrates that patients and caregivers value ease of access to services. Moreover, they would derive
value from having the option to utilise services, even if they do not anticipate needing to.
•

There were significant differences in preferences between patients and caregivers, one of the most striking being the
difference in prioritisation of how decisions are made.

•

Lack of experience or exposure to services can influence preferences.

Limitations
• Constrained by the attributes and levels presented - this is not an exhaustive list of all services, supports or outcomes
for people living with a life-limiting illness.
•

Small sample size in a heterogeneous population.

•

Systematic monitoring of recruitment was not feasible at all study sites, possibly resulting in patients being excluded
from the study despite meeting the inclusion criteria.

Conclusion
• The disparity in preferences between these groups emphasises the importance of eliciting preferences from patients
whenever feasible.

References
1. Douglas, H.-R., Normand, C.E., Higginson, I.J. & Goodwin, D.M. (2005) A new approach to eliciting patients’ preferences for
palliative day care: the choice experiment method. Journal of Pain and Symptom Management. 29 (5), 435–445.
2. Hall, J., Kenny, P., Hossain, I., Street, D.J., et al. (2014) Providing Informal Care in Terminal Illness: An Analysis of Preferences
for Support Using a Discrete Choice Experiment. Medical Decision Making. (August 2014), 731–745.
3. Malhotra, C., Farooqui, M. a., Kanesvaran, R., Bilger, M., et al. (2015) Comparison of preferences for end-of-life care among
patients with advanced cancer and their caregivers: A discrete choice experiment. Palliative Medicine. 29 (9), 842-850.
4. Sandsdalen, T., Hov, R., Hoye, S., Rystedt, I., et al. (2015) Patients’ preferences in palliative care: A systematic mixed studies
review. Palliative Medicine. 29 (5), 399-419.
5. Johnson, K.S., Kuchibhatla, M. & Tulsky, J.A. (2008) What explains racial differences in the use of advance directives and
attitudes toward hospice care? Journal of the American Geriatrics Society. 56 (10), 1953–1958.

2)Identify similarities and differences in preferences between various subgroups.
3)To explore how preferences are influenced by perceptions of and experience with
and hospice and palliative care services.
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Neuropsychiatric Profile of Palliative Care Inpatients: Towards Improved Assessment
Brid Davis, Mas Mohamad, Dr Karen Ryan, Prof David Meagher

Lead Organisation: University of Limerick
AIM
To review and identify best practices for assessment of cognition and despression in
palliative care settings
To document the serverity, frequency and relationship of neuropsychiatiric conditions
(delirium, depressin, dementia)

Neuropsychiatric Profile of Palliative Care
Inpatients: Towards Improved
Assessment
Bríd Davis1; Mas Mohamad1; Karen Ryan2; David Meagher1
Impairment Research Group, Graduate Entry Medical School,
University of Limerick, 2St Francis Hospice/Mater Hospital

1Cognitive

Aims

Methods

• To review and identify best practices for
assessment of cognition and depression in
palliative care settings
• To document the severity, frequency and
relationship of neuropsychiatric conditions
(delirium, depression, dementia)
• To identify features that are most helpful in
distinguishing the presence of delirium and
depression in this setting
• To develop simple user-friendly tools which
accurately identify cognitive disturbances
and depression in everyday clinical practice

Delirium
Cognition

Cachexia

Depression

Fatigue
Pain

Delirium

Cognition

Mood

Pain

•Confusion
Assessment
Method
(CAM)
•Delirium
Rating Scale
(DRS-98)
•Nursing
Delirium
Screening
Scale
(NuDESC)
•Delirium
Motor
Subtype Scale
(DMSS)
•Delirium
Etiology
Checklist
(DEC)

•Montreal
Cognitive
Assessment
(MOCA)
•Memory
Impairment
Scale (MIS)
•Informant
Questionnair
e on
Cognitive
Decline in the
Elderly (Short
IQ Code)

•Patient
Health
Questionnair
e (PHQ-9)
•Cornell Scale
for
Depression in
Dementia
(CSDD)
•Geriatric
Depression
Scale (GDS)
•DSM-IV Major
Depression
(Clinical
Diagnosis)

•Brief Pain
Inventory
(BPI)
•Pain
Assessment
in Advanced
Dementia
(PAINAD)

To develop simle user-friendly tools which accurately identify cognitive disturbances
and depression in everyday clinical practice

Highlights:
• Research dissemination across a multitude of
disciplines including: psychology, psychiatry,
general medicine and palliative care.
• Formulating collaborations with various clinical
research clusters:
• Nationally: Psychiatry for Later Life services
in Limerick, Galway, Cork and Sligo.
• Internationally: elderly medical (Boston),
palliative geriatric (Italy) and psychooncology services (Japan).
Challenges:
• Data collection: The recruitment of participants
for one time-point was relatively straightforward,
seeking follow-up assessments was much more
challenging.

5

• Database complied (entry and cleaning)
concluded ~ July 2016
• Approx. 900 unique variables examining
multitude of domains
• Initial data analysis completed – overview
of demographic information outlined below

Fatigue and
Cachexia
•Brief Fatigue
Inventory
(BFI)
•Functional
Assessment
of Anorexia
and Cachexia
Treatment
(FAACT)
[abridged]

UL-MW Deanery and Midlands Psychiatry Study Day
(May 2016):
• Neuropsychiatric Profile of Palliative Care
Patients: an investigation of the prevalence of
cognitive issues – Oral presentation (BD)
World Research Congress; EAPC June 2016:
• Assessing depression in palliative care inpatients
with the Cornell Scale for Depression in
Dementia (CSDD) – Oral presentation (MM)
• The impact of delirium on cognitive status
across time: short term observations – Oral
presentation (BD)
Planned:
• UL Psychiatry Study Day (Dec 2016) – oral
presentation
• European Psychiatric Association (2017) –
abstract submitted

Recent Activities involving
Patient/Public
Recent Activities Involving Patient Population
• Liaison psychiatry consults were provided
for the duration of this study. Feedback
gathered from the treating clinical team
reported that this service had a positive
impact on clinical practice and enhanced
patient care.

New Grants Applied For/Obtained
• No new grants applied for/obtained – focus has been on progressing the project

Next Steps
•
•
•

Writing the monograph thesis is on-going.
The narrative reviews and the methodology chapters are near completion.
The population overview chapter is currently been assembled.

Contact

Prof David Meagher
Graduate Entry Medical School, University of Limerick.
Email: david.meagher@ul.ie
Dr Mas Mohamad
Graduate Entry Medical School, University of Limerick.
Email: mas.mohamad@ul.ie
Bríd Davis
Graduate Entry Medical School, University of Limerick.
Email: brid.davis@ul.ie

Click here to view the full size poster

• Data collection completed (March 2016)

Knowledge Transfer &
Exchange Activities

Key Highlights/Challenges

To identify features that are most helpful in distinguishing the presence of delirium and
depression in this settings

Progress

• Longitudinal Design - Serial Assessments
• Data Collection Site: IPU, Milford Care
Centre, Limerick
• Full informed consent or proxy consent.
• Data regarding demographics, medical
history and medication exposure are
collected on all patients
• Objective and Subjective Measures (see
figure below)

Related Publications

1. Irving, G., & Lloyd-Williams, M. (2010). Depression in advanced cancer. European Journal of Oncology Nursing, 14(5), 395399.
2. Leonard, M., Spiller, J., Keen, J., MacLullich, A., Kamholtz, B., & Meagher, D. (2009). Symptoms of depression and delirium
assessed serially in palliative-care inpatients. Psychosomatics, 50(5), 506-514.
3. Meagher, D. J., Leonard, M., Donnelly, S., Conroy, M., Saunders, J., & Trzepacz, P. T. (2010). A comparison of
neuropsychiatric and cognitive profiles in delirium, dementia, comorbid delirium-dementia and cognitively intact controls.
Journal of Neurology, Neurosurgery & Psychiatry, 81(8), 876-881.
4. Mitchell, A. J., Chan, M., Bhatti, H., Halton, M., Grassi, L., Johansen, C., & Meader, N. (2011). Prevalence of depression,
anxiety, and adjustment disorder in oncological, haematological, and palliative-care settings: a meta-analysis of 94
interview-based studies. The lancet oncology, 12(2), 160-174.
5. Leonard, M., Agar, M., Mason, C., & Lawlor, P. (2008). Delirium issues in palliative care settings. Journal of psychosomatic
research, 65(3), 289-298.
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People and Projects
The provision of additional care to respond to children with exceptional healthcare needs and
their families: a service evaluation of a regional children's hospice service
Dr Dorry McLaughlin, Dr Tracey McConnell, Dr Patricia McNeilly and Prof Sam Porter

Lead Organisation: Queen's University Belfast
The provision of additional care to respond to
children with exceptional healthcare needs and their
families: a service evaluation of a regional children's
hospice service.
Dr Dorry McLaughlin., Dr Tracey McConnell., Dr Patricia
McNeilly and Professor Sam Porter
School of Nursing & Midwifery, Queen’s University, Belfast

Aims

Methods

The aim of this study was to evaluate the
allocation of one bed within a regional
Children’s Hospice to respond to children
identified as having exceptional care needs
The objectives were to:
• Determine demographics of children using
the service and assess service activity
• Explore families’ experiences of using this
aspect of hospice care and the impact on
their lives.
• Establish the added, unique value that this
model of exceptional care provides to
families and to HSC Trusts.
• Explore the hospice experience of
managing this model of care
• Establish evidence of need, including the
perspectives of commissioners and service
providers who make referrals to the service.

The study involved 4 key phases which
evaluated service delivery May 2015-March
2016:
Phase 1: Documentary analysis of Hospice
records reported anonymously by Hospice
staff
Phase 2: Semi-structured interviews with a
purposive sample of parents (n=6) to
ascertain their perspectives of the service. Five
family carers were female and one was male.
Phase 3: Focus Group with purposive sample
of Hospice managers (n=3). All three were
female
Phase 4: Telephone interviews with a
purposive sample of HSC professionals (n=5)
who were either senior managers or involved
with service commissioning. Four were female
and one was male.

Key Highlights/Challenges

Recent Activities involving
Patient/Public

Key Highlights:
The creation of this Exceptional Care Needs
Bed has positively impacted on children with
complex needs and high dependency and their
families through enabling additional respite,
rest and sleep.
The whole person approach which the service
has embraced was perceived as valuable
across data collected from family carers,
hospice managers and HSC professionals.
Challenges:
Recurrent funding not being secured and
limited resources meant that the viability of
this service was time limited. A model of
service commissioning across all 5 HSC Trusts
is required which would enable a longer term
evaluation and monitoring of referral patterns
on a regional basis.

Progress
Key Findings are:
• A total of 20 children, with a complexity of
health care needs and high level of
dependency, used the Exceptional Care
Needs Bed for short periods during May
2015-March 2016. The age range was 18
months -18 years old.
• Four core themes were identified: ‘Nature
of exceptional care needs’, ‘value and
benefits of the exceptional care needs
service’, ‘challenges to the provision of the
exceptional care needs service’ and
‘enablers to the exceptional care needs
service’.
• Referral to this service happened for a
variety of reasons including family stress,
unmet support and respite needs
• Family carers perceived the service as a
valuable lifeline and positive experience

Knowledge Transfer &
Exchange Activities

Easy read leaflet planned for parents of
children with complex health care needs and a
high level of dependency who took part in the
study. This will be based on the key findings of
the study.

Poster Presentation at AIIHPC Annual PCRN
Symposium December 2016

‘For this group of children who are highly
complex there is nowhere for them to go. The
hospice is all we have. These children are on
an end of life pathway for years and families
do need respite…just for a family to open a
bottle of wine and have people round’
(HSC Professional)

Paper under preparation for International
Journal of Palliative Nursing

Oral presentation planned for 2017 at N.
Ireland Hospice Research Seminar in
Children’s Palliative Care

New Grants Applied For/Obtained
Some of the Research Team are preparing a NIHR grant application for a larger study related to Children’s Palliative Care

Next Steps
Complete knowledge transfer activities.
Consider a longer term evaluation of this model of exceptional care and assess transferability to other Children’s Hospice Settings within Ireland and
UK

Contact
Dr Dorry McLaughlin
School of Nursing & Midwifery,
Queens University, Belfast
Email: d.mclaughlin@qub.ac.uk
Phone: 028 90 972492
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AIM
The aim of this study was to evaluate the allocation of one bed within a regional
Children’s Hospice to respond to children identified as having exceptional care needs
The objectives were to:
• Determine demographics of children using the service and assess service activity
• Explore families’ experiences of using this aspect of hospice care and the impact on
their lives.
• Establish the added, unique value that this model of exceptional care provides to
families and to HSC Trusts.
• Explore the hospice experience of managing this model of care
• Establish evidence of need, including the perspectives of commissioners and
service providers who make referrals to the service.

Click here to view the full size poster
The KINDLE Project: Identifying key themes and messages from the Palliative Care Research
Network
Dr Emma Nicholson, Dr Tara Murphy, Prof Philip J Larkin, Prof Charles Normand, Dr Suzanne Guerin

Lead Organisation: AIIHPC, University College Dublin
AIM
The purpose of the KINDLE Project (Knowledge, INnovation, Dissemination, Learning,
Exchange) is to unlock the knowledge from the PCRN by identifying shared learning
from the network in the form of key themes evident in research output.
• Critically, the project aims to “re-package” these messages to reach all stakeholders
in the means most likely to be effective.
• In line with these aims we conducted a thematic synthesis to identify high-level
messages and themes from projects within the PCRN.

The KINDLE Project: Identifying key themes
and messages
from the Palliative Care Research Network
Nicholson,Emma1; Murphy,Tara1; Larkin,Philip2; Normand,Charles3& Guerin,Suzanne2
1 All Ireland Institute of Hospice and Palliative Care; 2 University College Dublin; 3 Trinity
College, Dublin

Aims
• The purpose of the KINDLE Project (Knowledge,
INnovation, Dissemination, Learning, Exchange) is to
unlock the knowledge from the PCRN by identifying
shared learning from the network in the form of key
themes evident in research output.
• Critically, the project aims to “re-package” these
messages to reach all stakeholders in the means most
likely to be effective.
• In line with these aims we conducted a thematic
synthesis to identify high-level messages and themes
from projects within the PCRN.

Methods
• In line with PRISMA guidelines, a purposive structured search of
dissemination products from the PCRN was carried out to
ensure that all relevant materials from PCRN products were
collected.
• Materials include conference presentations, study protocols,
published peer-reviewed papers/abstracts, internal symposia,
social media activity (e.g., tweets), workshops, and news
reports.
• The projects included in the review were the core projects,
aligned projects, doctoral and postdoctoral fellows, and clinical
research fellows (N = 25).
• An infographic (presented right) was designed to announce and
promote the project in order to collect dissemination output
• A traditional search of databases was conducted to identify any
additional output.

Findings and Conclusion
• A total of 142 dissemination products were included in the
final review.
• The most common types of output were traditional
academic products such as peer reviewed publications,
conference presentations
• Dissemination products targeted a range of audiences,
including
academics/researchers,
policy
makers/practitioners and the general public, though a
focus on academic audiences was clear.
• Data extraction was conducted to extract the key
messages from each of the products, a process which
was verified through independent double extraction of
data. Thematic synthesis was used to isolate key themes
across the messages (presented left).
• Overall ten themes emerged from the initial analysis,
reflecting issues of both service provision, patient and
family needs and research methodology. These themes
(left) show some overlap.

Click here to view the full size poster
Contact
Dr Emma Nicholson
AIIHPC
Email: enicholson@aiihpc.org
Website: https://kindleprojectblog.wordpress.com/
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Protocol for a thematic synthesis to identify key
themes and messages from a palliative care research network. BMC
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Developing and testing an educational intervention for the management of constipation for
people with advanced cancer: a feasibility intervention study (DEMCoN)
Phase 1: Examining current practice in constipation management in palliative care settings
Prof Sonja McIlfatrick, Dr Felicity Hasson, Deborah Preshaw

Lead Organisation: Ulster University
Developing and testing an educational intervention for the
management of constipation for people with advanced
cancer: a feasibility intervention study (DEMCoN)
Phase 1: Examining current practice in constipation
management in palliative care settings
Professor Sonja McIlfatrick1; Dr. Felicity Hasson1; & Deborah Preshaw 1
1Ulster

University, UK

BACKGROUND

ABSTRACT

Constipation is one of the most frequently encountered symptoms in the palliative care population and has the potential to
significantly impair quality of life. It is also the third most frequently encountered symptom after pain and anorexia in those receiving
palliative medicine. Common factors which increase the risk of constipation in this population include physical illness, hospitalisation,
reduced fluid intake and the use of some painkillers. Constipation can occur at any stage in the course of the disease, but it appears to
be more problematic in advanced disease. When it occurs, constipation causes considerable suffering for the affected individual,
either as a direct consequence of the physical symptoms or due to related social and psychological complications. Despite this,
constipation remains poorly recognised and undertreated by healthcare professionals (HCPs).

AIM

METHODS

Overall Aim
To develop and test the feasibility and
acceptability of a novel educational
intervention for HCPs to help them
manage constipation experienced by
people in the hospice setting.

An
incremental,
multi-method
approach in line with the MRC
Framework for complex interventions
and guidance in end of life care
research. Data collection will take place
in three Marie Curie Hospice sites
across England, Scotland, and NI.

Stage 1 Aim
To identify current practice and explore
views from patients/ carers and HCPs
regarding constipation management
within the hospice.

KEY HIGHLIGHTS/
CHALLENGES
Theory integration
+ A strong theoretical framework
underpinning the intervention will
increase its relevance across settings and
illnesses
- There are many relevant theories to
intervention implementation, behavior
change, and normalization of new
processes, therefore, a challenge has
been presented in the ability to integrate
the relevant theoretical frameworks into
the research

This stage comprises four phases.
1. Systematic review of the literature
(Educational Interventions and
Constipation Management for HCPs)
2. Retrospective patient chart review
3. Focus groups exploring HCPs’ views
and experiences of constipation
4. Semi-structured interviews exploring
patients’ and carers’ perceptions of
constipation

PROGRESS
Ethical approval granted

AIM
To develop and test the feasibility and acceptability of a novel educational intervention
for HCPs to help them manage constipation experienced by people in the hospice
setting.

Governance from 3 sites received
Two systematic reviews being
undertaken
Training for Data Extractors
delivered and Patient Chart reviews
underway
Focus groups set up in two
hospices and third one planned for
January
Research Champion identified to
facilitate recruitment of patients/
carers

RECENT ACTIVITIES
INVOLVING PATIENT/PUBLIC
Steering group
PPI Representative has been involved
in the steering group from the
conception of the project and providing
regular input during steering group
meetings and through all decisions of
the project.

Stage 1 Aim
To identify current practice and explore views from patients/ carers and HCPs regarding
constipation management within the hospice.

Click here to view the full size poster

Multiple sites for data collection
+Access to a larger population from
across the UK will increase confidence in
the relevance of the findings
- Managing the availability of different
sites who are also involved in other
research projects can cause challenges
with the timing of the phases.

NEXT STEPS

CONTACT
Prof Sonja McIlfatrick
Ulster University, UK
Email: sj.mcilfatrick@ulster.ac.uk
Phone: 028 9036 8066
Website: www.ulster.ac.uk

1. Write up systematic reviews for publication
2. Patient Chart Reviews – Enter data into SPSS and run statistical analysis
3. Focus Groups – set up final focus group, transcribe and analyse findings
4. Interviews – work in conjunction with research champion to identify patients/carers
5. Ethics for Stage 2 of the Project

REFERENCES
1. Barbour, R. (2007). Doing Focus Groups. (U. Flick, Ed.). London: UK: Sage Publications Ltd.
2. Craig, P., Dieppe, P., Macintyre, S., Michie, S., Nazareth, I., & Petticrew, M. (2008). Developing and evaluating complex interventions: the new Medical Research Council guidance. BMJ, 337,
a1655. BMJ Publishing Group Ltd. Retrieved from http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2769032/
3. Kvale, S. (2007). Doing Interviews. (U. FLick, Ed.). London: UK: Sage Publications Ltd.
4. Larkin, P. J., Sykes, N. P., Centeno, C., Ellershaw, J. E., Elsner, F., Eugene, B., Gootjes, J. R. G., et al. (2008). The management of constipation in palliative care: clinical practice
recommendations. Palliative medicine, 22(7), 796-807.

An exploration of access, decision-making and experiences of palliative care services for
families of children with non-malignant life-limiting conditions
Dr Gemma Kiernan, Dr Jayne Price, Fiona Hurley

Lead Organisation: Dublin City University
AIM
To explore access, decision-making and experiences of children’s palliative care services
(CPC) for families of children with non-malignant life-limiting conditions (NMLLC) on
the island of Ireland. Specific objectives were to:
• Provide an understanding of the unique experiences of families caring for a child
with a NMLLC including their experiences of CPC service provision at different
points during their child’s life.
• Identify ways in which differences in identities and social class background impact
on access to and experience of CPC services.
• Gain insight from healthcare professionals regarding CPC service provision.

An exploration of access, decision-making and
experiences of palliative care services for families of
children with non-malignant life-limiting conditions
Gemma Kiernan PhD 1; Jayne Price, PhD2; Fiona Hurley1,
1 Dublin City University; 2 Kingston University, London

Aims

Methods

Progress

To explore access, decision-making and
experiences of children’s palliative care
services (CPC) for families of children with
non-malignant life-limiting conditions (NMLLC)
on the island of Ireland. Specific objectives
were to:

A concurrent embedded mixed methods
research design was used. Qualitative and
quantitative data were collected
simultaneously, with the former receiving
greatest emphasis, from five sites across
Ireland. These included a children’s hospital,
two university hospitals, a respite facility and a
children’s hospice.

Data-collection is complete. The final
participants included twenty-three parents (5
fathers and 18 mothers) , twelve healthcare
professionals (e.g. a paediatrician, a
neonatologist, a social worker, and an
outreach nurse) and two children with a nonmalignant life limiting condition.

• Provide an understanding of the unique
experiences of families caring for a child
with a NMLLC including their experiences of
CPC service provision at different points
during their child’s life.
• Identify ways in which differences in
identities and social class background
impact on access to and experience of CPC
services.
• Gain insight from healthcare professionals
regarding CPC service provision.

Key Highlights/Challenges
• Gaining access to research sites was initially
difficult, however building positive
relationships with the gatekeepers at sites
facilitated recruitment of participants
• Gaining ethical approval through the Office
of Research Ethics in Northern Ireland
(ORECNI) was challenging but worthwhile
as there is a good representation of
participants from the island of Ireland.
• It was difficult to represent the ‘voice’ of
children as most children with NMLLC have
severe developmental delay. Nonetheless,
two children were interviewed.
• Interviewing parent participants at critical
time points during a child’s life was not
possible as children with NMLLC’s
frequently fluctuate in their illness
trajectory. However, parents accounts
capture their experiences at different time
points in their child’s life.

Semi-structured interviews were undertaken
with parents, healthcare professionals and
children. The Decisional Conflict Scale (DCS)
(O’ Connor 1995) , The Measures of Processes
of Care-20 scale (MPOC-20 ) (Rosenbaum et al.
1998) and a specially constructed
demographic questionnaire were also
completed by parents.

Recent Activities involving
Patient/Public

Knowledge Transfer &
Exchange Activities

Parent representatives from an organisation
which supports parents who are bereaved
were consulted on the design of the interview
schedules at the recruitment stage.

Hurley, F., Kiernan, G., Nicholl, H. and Price, J. 2015
Undertaking an All-Ireland palliative care research
study; challenges and lessons learned. Poster
presented at the 34th Annual International Nursing &
Midwifery Research and Education Conference, RCSI,
Dublin, 19th February.

Complete analysis and write up of report/dissertation
Knowledge Transfer Exchange activities to be considered once analysis is complete.
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Hurley, F., Kiernan, G., Nicholl, H. and Price, J. 2015
Undertaking an All-Ireland palliative care research
study; challenges and lessons learned. Poster
presented at the School of Nursing and Human
Sciences Research Expo, DCU, Dublin, 29th April.
Hurley, F., Kiernan, G., Nicholl, H. and Price, J. 2016
Perspectives of parents caring for their child with a
non-malignant life-limiting condition: the role of
Children´s Palliative Care services. Abstract
published. 9th World Research Congress of the
European Association of Palliative Care, Dublin, 9th11th June.
Contributed dissemination products to the AIIHPC
KINDLE project.

Next Steps

Click here to view the full size poster

Data-analysis is currently underway. Emerging
themes from parent interviews highlight the:
• Enormous challenges parents experience
particularly at the time of diagnosis.
• How parents manage and become experts
in caring for their child.
• Inequities in palliative care service
provision for children with NMLLC.

Contact
Dr. Gemma Kiernan
School of Nursing and Human Sciences,
Dublin City University
Glasnevin, Dublin 9
Email: gemma.kiernan@dcu.ie
Phone: 01 7008542
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People and Projects
Costs and effectiveness of UK palliative care day services (PCDS): a three-centre mixed methods
study of impact upon patients and carers
Prof G Kernohan, Prof K Brazil, Dr K Armour, Dr C Bailey, P Buckle, Prof J Coast, Dr A Finnucane, P Gilbert, L
Graham-Wisener, Dr E Harraldsdottir, Dr F Hasson, L Jones, Dr J Jordan, Dr N McCorry, Prof S McIlfatrick, Dr F
Ricciardi, V Vickerstaff

Lead Organisation: Ulster University
Costs and effectiveness of UK palliative care day
services (PCDS): a three-centre mixed methods
study of impact upon patients and carers
G Kernohan1; K Brazil2; K Armour7 ; C Bailey5 ; P Buckle7; J Coast3; A
Finnucane7 ; P Gilbert7 ; L Graham-Wisener7 ; E Harraldsdottir6 ; F Hasson1;
L Jones4; J Jordan1; N McCorry2; S McIlfatrick1; F Ricciardi4 ; V Vickerstaff4

ABSTRACT
Using the
Donabedian
conceptual model
the study has three
components: one to
assess the current
evidence
concerning the
effectiveness of
PDCS on patient
and care quality of
life, one to profile
the current
organisation and
content of PCDS by
looking back at what
participating sites
provided to patients
in 2015 and one
that will follow
people through the
services throughout
2017.
By understanding
the structure,
processes and
outcomes of the
three PCDS, service
models can be
influenced to
achieve better
outcomes for people
in need of
palliative care, their
carers and family
members.

AIM
To address the impact of
palliative care day services on
quality of life of patients, carers
and families.

PROGRESS
Scoping review: Database searches
and initial trawl of returns completed.
Identified papers currently being read
for final inclusion or exclusion.
Preliminary reading suggests a
changing landscape of PCDS.
Mapping exercise: Data extracted
from the records of a random sample
of 25% of patients attending in 2015.
Evidence confirms the provision of well
coordinated, multi-disciplinary and
cross-sectoral care.

METHODS
• Systematic scoping review of the evidence of effectiveness
and cost-effectiveness of PCDS.
• Mapping of three regional PCDS in terms of patient clinical and
demographic profile and the organisation and content of
services.
• Pragmatic before and after cohort study of the cost and the
effects of PCDS on patients’ and families’ quality of life.

KEY HIGHLIGHTS/CHALLENGES
Scoping review: Changing nature of PCDS and partial indexing
has impacted on focus of review and problematized the
identification of relevant studies.
Mapping exercise: Patient records have provided high quality
data on the organization and content of PCDS.
Cohort study: Careful study design and process has been
necessary to take account of: undertaking palliative care research
with patients typically being introduced to such care.

Cohort study: in planning and
preparation phase.

AIM
Using the Donabedian conceptual model the study has three components:
• to assess the current evidence concerning the effectiveness of PDCS on patient and
care quality of life,
• to profile the current organisation and content of PCDS by looking back at what
participating sites provided to patients in 2015
• follow people through the services throughout 2017.

KNOWLEDGE TRANSFER & EXCHANGE ACTIVITIES
RECENT ACTIVITIES
INVOLVING PATIENT/PUBLIC
The study Steering Group
includes two lay representatives
who have contributed to
decision-making concerning all
aspects of study design and
process.
Two publicly available videos
have been developed and
posted on You Tube. Long
version available at:
https://youtu.be/DRacY3PzOwQ
The cohort study will focus
exclusively on patients and their
families and informal carers.

Scoping review: Protocol to guide the review has been
published in Prospero.
Preliminary findings have been presented at 2 conferences,
with abstract publication.
Mapping exercise: Preliminary findings have been presented
at 3 conferences, with abstract publication.
Abstracts based on complete findings submitted for 2
forthcoming conferences.

NEXT STEPS
In the immediate term we will focus on submission of all
supporting materials for the cohort study.
In the short to medium term we will prepare papers reporting the
findings of the mapping exercise and also complete the scoping
review.

By understanding the structure, processes and outcomes of the three PCDS, service
models can be influenced to achieve better outcomes for people in need of palliative
care, their carers and family members.

In the medium term we will complete the cohort study.
In the longer term we aim to build on the evidence derived from
the study to explore issues to do with access to and quality of
PCDS.

CONTACT
Professor George Kernohan
Email: wg.Kernohan@ulstera.c.uk
Phone: 028 90 366532

AFFILIATIONS
1. Ulster University; 2. Queens University Belfast; 3. University of Bristol; 4. University College London; 5.
Birmingham University; 6. Queen Margaret University; 7. Marie Curie.

Click here to view the full size poster

Transition to adult services for young adults with life-limiting conditions in Ireland: a
realist evaluation using mixed methods
Dr Helen Kerr, Dr Honor Nicholl, Dr Jayne Price, Dr Peter O’Halloran

Lead Organisation: Queen's University Belfast
Background
Improvements in care and treatment have led to more young adults with life-limiting
conditions living beyond childhood, which means they must make the transition from
children’s to adult services. However, there is little evidence on transition services
for young adults with life-limiting conditions, with few models of good practice in the
literature.

Transition to adult services for young adults
with life-limiting conditions in Ireland: a
realist evaluation using mixed methods
Helen Kerr, PhD, RN; Honor Nicholl, PhD, RN
Jayne Price, PhD, RN; Peter O’Halloran, PhD, RN

Aims

Methods

Background
Improvements in care and treatment have led
to more young adults with life-limiting
conditions living beyond childhood, which
means they must make the transition from
children’s to adult services. However, there is
little evidence on transition services for young
adults with life-limiting conditions, with few
models of good practice in the literature.

• A realist evaluation approach using a mixed
methods design was adopted with four
phases of data collection:
 Phase one: Questionnaire survey to health,
social, education and voluntary organisations
known to be providing services to young
adults making the transition to adult services
in Northern Ireland and one Health Services
Executive area in the Republic of Ireland.
 Phase two: Interviews with young adults.
 Phase
three:
Focus
groups
with
parents/carers.
 Phase four: Interviews with service providers
from
statutory
and
non-statutory
organisations.

Image from St
Oswald's
Hospice

•
Research aim
To identify the organisational factors, and
interactions between factors, involved in
promoting or hindering a successful transition
for young adults with life-limiting conditions.

Key Highlights/Challenges

Research aim
To identify the organisational factors, and interactions between factors, involved in
promoting or hindering a successful transition for young adults with life-limiting
conditions.

Highlights
• Having the support of the AIIHPC and
Health and Social Care Public Health
Agency, Research and Development
division.
• Meeting with other palliative care
researchers.
Challenges
• Ethical/research governance approval was
required from 20 organisations throughout
Ireland which had significant time
implications.
Challenges recruiting young adults for
interviews and parents to focus groups in
Northern Ireland.

•
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The research study and PhD commenced in
2013 and completed in 2016, on budget and
within the anticipated timeline.
There were 104 individual responses from 29
organisations in the survey questionnaire; eight
young adults participated in interviews, two
focus groups with ten parents/carers were
facilitated and 17 service providers participated
in interviews throughout Ireland.
Results
• Eight interventions were identified associated
with a successful transition from children’s to
adult services.
• Enabling contextual factors included the
availability of adequate resources and
knowledgeable staff in adult services and young
adults who are interested and capable of
engaging in transition related activities.
• Causal mechanisms triggered by interventions
included a reaction in the young adult which
demonstrated an interest in taking responsibility
for their medical management and a response
of ownership in directing their own journey into
adult services.
•

Recent Activities involving
Patient/Public

Knowledge Transfer &
Exchange Activities

Research Advisory Group
Patients/public were members of the research
advisory group from the design stage to the
present. Their valuable insights and feedback
were crucial in making decisions throughout all
stages of the research process.

•

All Ireland Transition workshop
The workshop was delivered in Newry in
September 2016 and included over 80 services
users and service providers. A young adult and
parent presented their experiences of the
transition
process.
Service
users
also
contributed to the discussion and outcome of the
workshop which was the identification of the key
priorities of action in moving forward with the
transition agenda in the island of Ireland.

Selection of oral presentations:
• International Congress on Palliative Care
conference in Montreal, Canada in 2016.
• International
Children’s
Palliative
Care
Congress in Argentina, in 2016.
• Annual General Information Day at Muscular
Dystrophy Ireland in Dublin, in 2015.
• All Ireland Neuromuscular Research and
Information Day in Belfast, in 2015.
• The University of Toronto and The Hospital for
Sick Children in Toronto, Canada in 2015.
• European Association for Palliative Care precongress seminar in Spain, in 2014.

•

International research collaboration developed
with researchers and clinicians in Toronto,
Canada.
Contribution to the AIIHPC Knowledge
Innovation Dissemination Learning Exchange
(Kindle) Project.

New Grants Applied For/Obtained
•
•
•

Marcia Mackie Scholarship awarded by Queen’s University, Belfast in 2014/15 (£2000).
Royal College of Nursing, Northern Ireland Nurse Researcher of the Year, runner up, in 2016 (£250).
Florence Nightingale Foundation Travel Scholarship awarded in 2016 (£4200).

Next Steps
•
•

In collaboration with service providers in the statutory and non-statutory sector and with the support of the Together for Short Lives voluntary
organisation, a Regional Transitions Action Group has been developed which aims to develop transition guidelines, initially in Northern Ireland.
Systematic realist review of the literature related to transition to adult services for young adults with life-limiting conditions is currently under review in a
nursing journal. A paper focused on the research findings is currently being developed.

Contact

Click here to view the full size poster

Data were thematically analysed seeking to
explain the impact of services and
interventions, and to identify organisational
factors influencing the quality, safety and
continuity of care.

Progress
•

Dr Helen Kerr
Lecturer: Education
School of Nursing and Midwifery
Medical Biology Centre, Lisburn Road
Queen’s University, Belfast BT9 7BL
Email: h.kerr@qub.ac.uk
Phone: 028 9097 5810
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Evaluation of a Psycho-educational intervention for patients with advanced Cancer who have
Cachexia and their lay carers.
Dr Joanne Reid, Dr David Scott, Dr Olinda Santin, Dr Chris Cardwell, Prof W. George Kernohan, Dr Peter
O’Halloran, Dr Joan Regan, Prof Sam Porter

Lead Organisation: Ulster University
Evaluation of a Psycho-educational intervention for
patients with advanced Cancer who have Cachexia
and their lay carers.
Joanne Reid1, David Scott, Olinda Santin, Chris Cardwell, W. George
Kernohan, Peter O’Halloran, Joan Regan, Sam Porter

Aims

Methods

Progress

Cachexia is a complex syndrome associated
with reduced quality of life and mortality. It is
common among people with advanced cancer,
affecting up to 80% of patients, and is also
associated with other chronic diseases.

200 patient carer dyads were to be recruited
into an RCT of the DVD intervention for people
with advanced cancer with cachexia and their
lay carers.

Similar to previous studies with this population
recruitment was challenging. This was partly
due to the fact that cachexia was rarely
acknowledged by healthcare professionals
who lacked protocols to manage the
syndrome.

Cachexia has far reaching consequences for
both patients and their carers, including
negative social and psychological impacts..
Previous research suggests patients and their
family carers are not well supported by
existing services.
This study aimed to develop and test a psychoeducational intervention aimed at improving
the psychological well-being of advanced
cancer patients who have cachexia and their
lay carers. This intervention was based on best
available evidence and was delivered via DVD.

Participants were recruited from two hospices
and the NI Cancer Trials Network (NICTN).
The primary outcome measure was the GHQ12. Additional questionnaires focused on
distress, readiness to care-give and coping
skills.
Lay carers also participated in semi-structured
interviews following the death of their loved
one. These interviews were designed to
discuss the utility of the DVD intervention.

Key Highlights/Challenges
A key highlight in this study was the
development and completion of the DVD
intervention. This involved considerable input
from healthcare professionals, patients and
former carers. Feedback about the DVD has
been very positive and we believe we have
developed a resource which will greatly
benefit future patients and their family carers.

Recent Activities involving
Patient/Public
This work is scheduled to be presented at the
first meeting of the Northern Ireland Cancer
Research Consumer Forum in 2017.

The major challenge was recruitment. We
amended the study on numerous occasions
and also engaged the support of the NICTN.
However, it was not possible to recruit
sufficient patients to complete the RCT.

Professional gatekeepers were also reluctant
to recruit patients and their lay carers due to
their belief that patients were too unwell to
participate.
A belief that professional paternalism was
contributing to poor recruitment led to the
design and completion of a further focusgroup study exploring healthcare professionals
attitudes toward cancer cachexia and research.

Knowledge Transfer &
Exchange Activities
This study involved considerable engagement
with healthcare professionals from a variety of
backgrounds across NI.
To positively influence professional practice,
professionals need access to ‘best available
evidence’. This study has allowed us to engage
with healthcare professionals and share
information on how to communicate and
intervene with patients who have advanced
Cancer and Cachexia and their lay carers.

New Grants Applied For/Obtained
The authors have secured research funding to conduct a study on Cancer Cachexia at The Mayo Clinic – data collection is complete and analysis is
underway. Funding was secured to carry out research with colleagues in Melbourne examining the utility of a dedicated Cachexia Clinic - A paper
relating to this study has just been accepted for publication. Dr Reid has secured funding to lead on a study of Renal Cachexia commencing in 2017.

Next Steps
Our study has highlighted that healthcare professionals require additional education, evidence based guidelines and protocols to aid the diagnosis and
management of Cancer Cachexia. Our future research will be tailored to meet these needs.

Contact

Cachexia has far reaching consequences for both patients and their carers, including
negative social and psychological impacts. Previous research suggests patients and
their family carers are not well supported by existing services.

We have also had the opportunity to present
the study at conferences and research
showcase events.

The focus-group study was designed to
examine issues around identifying Cachexia
and responding appropriately.
It has
highlighted the need for additional education
and protocols to guide professionals.

Joanne Reid
School of Nursing and Midwifery
Queen’s University, Belfast.
Email: j.reid@qub.ac.uk
Website: http://pure.qub.ac.uk/portal/en/persons/joanne-reid
Phone:+44 (0)28 9097 2459

AIM
Cachexia is a complex syndrome associated with reduced quality of life and mortality. It
is common among people with advanced cancer, affecting up to 80% of patients, and is
also associated with other chronic diseases.

References
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This study aimed to develop and test a psycho-educational intervention aimed at
improving the psychological well-being of advanced cancer patients who have cachexia
and their lay carers. This intervention was based on best available evidence and was
delivered via DVD.

Click here to view the full size poster

Social Justice and Palliative Care
Dr Luciana Lolich, Prof Kathleen Lynch

Lead Organisation: University College Dublin
AIM
To critically examine the concept of choice in palliative care services in Ireland and to
identify potential inequalities in the access and delivery of care for patients at the end
of life.

Click here to view the full size poster

Social Justice and Palliative Care
Dr Luciana Lolich

1

& Professor

Kathleen Lynch
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Aims

Methods

Progress

To critically
examine the
concept of choice in
palliative care
services in Ireland
and to identify
potential inequalities
in the access and
delivery of care for
patients at the end
of life.

Phase 1 (October 2015-March 2016): Key theme explored: Choice at the end of life
The research focus on current palliative care discourses in Ireland around the notion of
patient choice. While recognising the importance of personal autonomy the study explores
how a discourse on choice (Borgstrom & Walter 2015; Mol 2008) may contribute to
inequalities in experiences of palliative care and dying.

Phase 1: Papers presented
at conference and precongress. Two papers
accepted for publication and
one paper awaiting
response.

Phase 2 (March 2016-present): Key theme explored: Commodification of care
- In palliative care, the delivery of home care has been promoted as the ideal type of
formal care; offering cost savings to local authorities and ‘choice’ for patients and their
families. However, there is a dark side to the commodification of care that is rarely
discussed in the business literature.
- The paper highlights the impact of commodification on two parties involved in the market
exchange: vulnerable people in end of life care (EOLC) and vulnerable workers women, often poor and/or migrant.
- Drawing from the affective equality literature (Lynch et al. 2009), this research offers the
first elucidation of the importance of understanding how inequalities in the affective
system impact on the micro-level encounters of patient/care recipient and carer in a
market-based system.

Key Highlights/Challenges
Phase 1: Choice
A discourse on choice fails to take
account of prior inequalities and
subordinates concerns regarding
human relationality and bodily decline.
Phase 2: Commodification of care
The pursuit of profits, paying for care,
contracting and bureaucratising care
can reduce care to mundane, physical,
measurable elements (Meagher &
Cortis, 2009) and might ignore the
emotional aspects of care which cannot
easily be costed or detailed in
contracts.

Knowledge Transfer &
Exchange Activities

Recent Activities involving
Patient/Public
June 2016: Visit to Our Lady’s Hospice
Harold’s Cross
June 2016: Participation in European
Association of Palliative Care’s (EAPC) precongress for early researchers. Clayton Hotel
Dublin.

Phase 2: Finalised draft of
paper titled: The
commodification of care: Cocreating value in domiciliary
palliative care.

Papers & Conferences
Lolich & Lynch (2016) Performing the ‘good death’ in palliative care, an
Irish perspective. Paper presented at the Anthropological Association of
Ireland Conference: CARING CULTURES / CULTURES OF CARE,
Monday 15th March 2016 at Maynooth University.

June 2016: Attended EAPC Congress UCD.

Lolich (2016 ) Control and care at the end of life: Paradoxes in an
increasingly marketised system – paper presented at EAPC Pre-Congress
for early researchers 6-7 June 2016 Dublin

November 2016: “Evidence into Practice”
workshop. Dundalk.

Lolich & Lynch (forthcoming) Control and care at the end of life. Irish
Journal of Anthropology.
Lolich & Lynch No choice without care: Problematizing choice at the end
of life, an Irish perspective. Paper submitted at Soundings Journal. Sent for
review, awaiting response
Cantillon, S. and Lynch, K. (2017) 'Affective Equality: love matters'.
Hypatia: a journal of feminist philosophy (January, in press)
Exchange activities
April 2016 meeting with Margaret Crean from the The Alzheimer Society of
Ireland
October 2016 meeting Dr. María Arantzamendi, researcher at the
ATLANTES Program: Human Dignity, Advanced disease and Palliative
Care at the Institute of Culture and Society (ICS). University of Navarra.

New Grants Applied For/Obtained
Obtained bursary to present at the EAPC’s pre-congress June 2016.

Next Steps
Continue to engage in research and dissemination, exploring inequality issues in palliative care.
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People and Projects
INSPIRE Study: INvestigating Social and PractIcal suppoRts at End of life.
Dr. Kathleen McLoughlin, Prof Sinead McGilloway, Jim Rhatigan, Prof Allan Kellehear, Dr. Emilio Herrera-Molina,
Dr. Mairead Furlong, Joanne Callinan

Lead Organisation: NUI Maynooth
INSPIRE Study: INvestigating Social and
PractIcal suppoRts at End of life.

Dr. Kathleen McLoughlin1,2; Prof. Sinead McGilloway,1, Jim Rhatigan1, Prof. Allan Kellehear3,
Dr. Emilio Herrera-Molina4, Dr. Mairead Furlong1, Joanne Callinan2 et al.
1MHSRU, Maynooth University Department of Psychology ; 2Compassionate Communities
Project, Milford Care Centre, Limerick; 3DHEZ, Bradford University;
4 New Health Foundation, Spain

BACKGROUND
For most people,
home is the preferred
place of care and
death. Despite the
development of
specialist palliative
care and primary care
models of community
based service
delivery, people who
are dying, and their
families/carers, can
often experience
isolation, feel
excluded from social
circles and distanced
from their
communities.
Loneliness and social
isolation can have a
detrimental impact
on both health and
quality of life.
Internationally,
models of social and
practical support at
the end of life are
gaining momentum as
a result of the
Compassionate
Communities
movement. These
models have not yet
been subjected to
rigorous evaluation.
The INSPIRE study
investigates social and
practical supports for
people and their
family caregivers, who
are living at home
during their last year
of life with a
particular focus on
Milford Care Centre’s
Compassionate
Communities Good
Neighbour
Partnership.

CONTACT

Dr. Kathleen McLoughlin
Mental Health and Social Research
Unit, Maynooth University
Department of Psychology, NUI
Maynooth
Email: kathleen.mcloughlin@nuim.ie
or kemcloughlin@gmail.com
Phone: 0894667915
Website: www.inspirestudy.ie
www.mhsru.com

AIM

METHODS

PROGRESSS

The aims of the INSPIRE study are:

The study is guided by the MRC
Framework for the Evaluation of
Complex Interventions and
includes:
Phase 0: Systematic literature
review, scoping review, qualitative
interviews (n=6-8) and focus
groups (n=20) to determine the
social and practical needs of
people living with advanced lifelimiting illness at home.
Phase 1: Design of the GNP
Intervention; Recruitment, training
of volunteers (n=12) to deliver
intervention; Pilot (n=3).
Phase 2: Exploratory delayed
intervention RCT (n=80).

Phase 0: Scoping review to
determine the practical needs of
adults and/or their family
caregivers living at home with
advanced life-limiting illness is
complete. Systematic review
examining community social and
practical support interventions for
this group has been accepted by
the Campbell Social Welfare
Group. Qualitative research
complete.
Phase 1: GNP intervention
developed and tested (n=3).
Training programme developed
and evaluated. 23 volunteers
trained. Screening tool developed.
Referral process agreed.
Phase 2: RCT in progress (n=25).

(1) To develop a greater
understanding of the practical
and social needs of people
living with advanced life
limiting illness; and
(1) To assess the feasibility,
acceptability and subsequent
effectiveness of The Good
Neighbour Partnership (GNP),
a volunteer-led model of social
and practical care/support for
community dwelling adults
living with advanced lifelimiting illness in Limerick,
Ireland.

KEY HIGHLIGHTS/
CHALLENGES

RECENT ACTIVITIES
INVOLVING PATIENT/PUBLIC

Phase 1: High level of interest from
volunteers. Referrals to the pilot
were initially high, although those
referred were older people living
with frailty, COPD and heart failure
who arguably were not in their last
year of life. The SPICT is now used
as part of the referral screening
process and referrals are slower.
The new LIFESPANS tool provides
an acceptable and feasible way to
assess social network and practical
need.
Phase 2: Referrals to the RCT will
not reach the initial expected
estimate (80). 20% referrals died
before initial assessment.
Recruitment timeline has been
extended to December 2016.

Phases 1 and 2 of the project are
patient / public focused. The
research team met in Limerick in
October 2016. To coincide with
the meeting, a presentation on the
INSPIRE study was delivered during
the Compassionate Cities Summit.
A volunteer and a person availing
of the GNP discussed their
experience very positively with the
audience of healthcare
professionals, staff from
community and voluntary
organisations and members of the
public. The project is presented to
the public weekly via Milford Care
Centre’s Compassionate
Communities Project activity.

KNOWLEDGE TRANSFER
& EXCHANGE ACTIVITIES
Publications are listed below.
In 2016, the INSPIRE study has also
been presented internationally at:
- Norway Palliative Medicine Conf
- SCEPAL Conference, Spain
- EAPC, Dublin
- International Working Group for
Death, Dying and Bereavement
- 18th International Psychooncology Conference, Dublin
- International Compassionate
Cities Summit
- Milford Care Centre Conference
- Marymount Hospice Conference
- Foyle Hospice Conference,
Derry
Ongoing regular discussion and
debate on social media.

NEW GRANTS APPLIED FOR OR OBTAINED
Two applications to Wellcome Trust (Seed Grants) have been made to develop two projects associated with the
preliminary findings from the INSPIRE study. The outcome of these applications will be known in early December
2016.

NEXT STEPS

AIM
The aims of the INSPIRE study are:
• To develop a greater understanding of the practical and social needs of people
living with advanced life limiting illness; and
• To assess the feasibility, acceptability and subsequent effectiveness of The Good
Neighbour Partnership (GNP), a volunteer-led model of social and practical care/
support for community dwelling adults living with advanced life-limiting illness in
Limerick, Ireland.

Click here to view the full size poster

The current focus is on maximising the number of people referred to the RCT before year end. This will be followed by
further knowledge transfer and dissemination of outcomes from all three phases of the study. In May 2017, the study
will be presented as part of a symposium with Dr. Catherine Walshe at the 15th World Congress of the EAPC.

REFERENCES/PUBLICATIONS
• McLoughlin, K., Rhatigan, J., McGilloway, S., Kellehear, A., Lucey, M., Twomey, F., Conroy, M., Herrera-Molina, E., Kumar, S., Furlong, M. and Callinan, J.
(2015). INSPIRE (INvestigating Social and PractIcal suppoRts at the End of life): Pilot randomised trial of a community social and practical support
intervention for adults with life-limiting illness. BMC Palliative Care, 14(1), p.65.
• McLoughlin, K., Furlong, M., McGilloway, S., Rhatigan, J. and Callinan, J. (2015). Title registration form – Campbell Collaboration Systematic Review –
Community-led practical and/or support interventions for adults living at home with palliative and end of life care needs.
• McLoughlin et al. (2016). The Development and Impact of a Training Programme for Volunteers Supporting People Living at Home with Advanced Life
Limiting Illness: A Pilot Study. Published Conference Abstract, Palliative Medicine, 30 (6).
• McLoughlin et al. (2016). ‘There’s a Spring in her Step that Just Wasn’t there before’ The Experience of Volunteers Delivering an Intervention to Meet
the Social and Practical Needs of People with Advanced Illness. Published Conference Abstract. Palliative Medicine, 30 (6).

Perceptions of Family and Staff Carers on an Advance Care Planning Intervention In UK
Dementia Care Homes
Prof K Brazil, Dr G Carter, Dr D McLaughlin, Prof G Kernohan, Dr C Cardwell, Prof P Hudson, Prof M Clarke, Prof P
Passmore, Prof K Froggatt

Lead Organisation: Queen's University Belfast
AIM
To report on the feasibility and acceptability of an ACP model for individuals living with
dementia in a sample of nursing homes in the United Kingdom.

Click here to view the full size poster

Perceptions of Family and Staff Carers on an
Advance Care Planning Intervention In UK
Dementia Care Homes
K Brazil1; G Carter 1; D McLaughlin1;G Kernohan2; C Cardwell1;P Hudson1;
M Clarke1; P Passmore1; K Froggatt3
1 Queen’s University Belfast, 2University of Ulster, 3Lancaster University

ABSTRACT

To report on the feasibility and
acceptability of an ACP model for
individuals living with dementia in
a sample of nursing homes in the
United Kingdom.

As part of a cluster
randomised controlled trial
including 25 care homes,
carers of residents living with
dementia in 13 of these
homes were exposed to an
ACP intervention comprising:
an ACP facilitator; family
education; a family meeting;
documentation of ACP
decisions; and, orientation for
GPs and care home staff
about the intervention.

 Cluster RCT of an Advance Care
Planning (ACP) intervention
 Mixed methods
 25 care homes in Northern
Ireland – 13 exposed to ACP
intervention
 Participants: Primary carer of a
nursing home resident living
with dementia.

A feature of the evaluation
included documentation on
the intervention delivery and
stakeholder interviews to
assess feasibility and
acceptability. The ACP
Facilitator maintained a
narrative journal and activity
log associated with tasks
during the intervention
delivery. They also completed
an interview to discuss their
perceptions of the
implementation, challenges
and benefits of the ACP
model. Participating care
home managers and family
carers also completed an
interview to determine their
perceptions of such a model.
On average administration of
each ACP intervention took
two hours. Findings from the
interviews highlighted the
acceptability of the
intervention, also the
importance of such a role to
be fulfilled within the care
home environment was
stressed, however time and
staff restraints were noted as
key barriers. Nonetheless, the
interest and motivation of
staff to make such a role
possible was clear.
This presentation identifies
the feasibility and perceived
acceptability of an ACP
intervention suitable for
dementia residents in UK care
homes.
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AIM

Advance Care Planning (ACP)
is a written or verbal record
of a person’s choices about
their future medical care.
Despite the importance of
ACP for people living with
dementia, the provision of it
is poor.

METHODS

KEY RESULTS
ACCEPTABILITY – Advantages,
Benefits, Recommendations
 Educational support for family
carers
 CPD & enhanced training for
nursing home staff
 Communication & shared
decision making allowing family
centred care
FEASIBILITY – Compatibility,
Convenience, Sustainability
 Nursing home staff willingness
to enhance knowledge & skills
 Background experience &
capabilities of nurse to fulfil ACP
role
 Communication & shared
decision making
 Resource constraints

ACP INTERVENTION
 A nurse facilitator trained in ACP
 Education of family members on
comfort care – Comfort Care
Booklet
 Family conference with ACP
Facilitator
 Production of ACP document
 Orientation of GPs & Nursing
Home Staff to the intervention.

PROGRESSS
 Semi-structured individual
interviews:
 12 participants from
Intervention Group
 10 Nursing Home
Managers ACP Facilitator
 Thematic analysis of transcripts.

RECENT ACTIVITIES
INVOLVING PATIENT/PUBLIC

KNOWLEDGE TRANSFER
& EXCHANGE ACTIVITIES

 A newsletter will be sent to all
study participants informing
them of the current study
findings and providing a link to
a website with a pdf of the
Comfort Care Booklet
 A presentation was held for the
senior management at Four
Season Health Care homes
informing them of the study
progression
 Care home managers from each
participating care home will
also be provided with a
newsletter and information
regarding the feasibility and
acceptability of the ACP model
 An advisory committee has
been involved throughout the
study.
 Family care r information
events held on all 25 care
homes

 Toulouse 2015 - presentation at
Nursing Home Research
International Working Group
 Dublin 2016 - Poster
presentation at EAPC Research
Congress
 Bristol 2016 - Poster
presentation at Alzheimer’s
Society Research Conference
 Copenhagen 2016 - Oral
presentation at Alzheimer
Europe Conference
 Barcelona 2016 - Poster
presentation Nursing Home
Research International
Working Group
 Lisbon 2016 - Poster & oral
presentation European Union
Geriatric Medicine
Society(EUGMS)
 Monteal 2016 - Poster
presentation International
Congress on Palliative Care

NEW GRANTS APPLIED FOR OR OBTAINED
Submission to The Dunhill Medical Trust : Anticipatory Care Outreach Intervention for Older Adults at Risk of
Functional Decline: A Primary Care Feasibility Study

NEXT STEPS
 Abstract submitted to EAPC 2017 Conference in Madrid, Spain
 Paper submitted to Palliative Medicine – currently under review
 Paper to be submitted to BMJ Supportive & Palliative Care – for qualitative portion of study

CONTACT
Prof Kevin Brazil
Queen’s University Belfast
k.brazil@qub.ac.uk

+44 (0)2890 975782:
http://www.qub.ac.uk/schools/SchoolofNursingandMidwif
ery/Research/
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Improved identification, communication & service provision needed to relieve caregiver burden
in advanced heart failure in Ireland: a mixed methods study
Dr Leanne Doherty, Prof Sonja McIlfatrick, Prof Donna Fitzsimons

Lead Organisation: Ulster University
Improved identification, communication & service
provision needed to relieve caregiver burden in
advanced heart failure in Ireland: a mixed methods
study

Leanne Doherty, PhD1,2; Sonja McIlfatrick, Professor1,2; Donna Fitzsimons,
Professor,2,3
1Ulster University, 2AIIHPC, 3Queens University Belfast

Aims
Examine the palliative care needs of
caregiver’s of people living with
advanced heart failure (HF) in Ireland &
to explore any relationship between this
& a range of other factors including the
patient’s clinical profile & support
available.
• Undertake a systematic review of the
current literature
• Identify a cohort of suitable patients
• Evaluate dimensions of inequality &
relate this to their psychological
outcomes
• Explore the experience of current &
bereaved caregivers of people with
HF

Methods
A systematic review of the literature1
was carried out & a sequential
confirmatory mixed methods study
was undertaken with 3 key phases:
1. Postal survey with advanced HF
patients & their informal caregiver
2. Qualitative face-to-face interviews
with current caregivers
3. Qualitative face-to-face interviews
with bereaved caregivers

Key Highlights/Challenges
Recruitment challenges:
• Database retrieval & identification
of patients
• Patient inclusion criteria
• Method of recruiting caregivers via
the patient
Based on the research findings a
number of recommendations have
been proposed in the following areas:
1. Identification & Prognostication
2. Models of integration
3. Improved communication
4. Advance care planning
5. Psychoeducational intervention
development

Recent Activities involving
Patient/Public

Progress
All phases of the study have been
completed & included in the report2.
Caregiver anxiety & patient depression
significantly predicted caregiver burden.
Caregivers reported their role as 24-7,
life being ruled by the condition & a
mixture of emotions associated with
caring. Two themes of support needs
were identified; improved service
provision; emotional support; &
improved communication was a
fundamental part of the findings.
Bereaved caregivers also identified the
need for improved communication &
frustration with services at the end of
their loved ones life.

Knowledge Transfer &
Exchange Activities

The results from the study report are
being developed into a short lay
summary to be distributed to the
caregivers who took part in the
research study, as outlined in the
ethical application.

An Evidence into Practice workshop
was undertaken with specialist
palliative care & heart failure
healthcare professionals in order to
take the research recommendations
forward to an action plan.

Dr Doherty was involved in Ulster
Universities Communicate Media
Training & produced a “Talking Head”
video discussing her palliative care
research & the hope to improve
public’s understanding of palliative
care. This is available for the public to
view on you tube3.

Following the successful application
for a knowledge transfer & exchange
grant, the research team plan to work
with Afta Thought in 2017, to develop
a drama based video for
dissemination of the main research
findings.

New Grants Applied For/Obtained
Obtained in 2016: Knowledge Transfer Exchange grant: Exploring dimensions of inequality in current palliative care provision for carers
of people with advanced heart failure on the island of Ireland (AIIHPC) & Development of a supportive intervention to meet the needs
of carers of people with advanced heart failure (NICHS).

Next Steps

AIM
Examine the palliative care needs of caregiver’s of people living with advanced heart
failure (HF) in Ireland & to explore any relationship between this & a range of other
factors including the patient’s clinical profile & support available.
• Undertake a systematic review of the current literature
• Identify a cohort of suitable patients
• Evaluate dimensions of inequality & relate this to their psychological outcomes
• Explore the experience of current & bereaved caregivers of people with HF

Click here to view the full size poster

The following abstracts have been submitted to EAPC 2017 15th World Congress: Examining palliative & supportive care
needs of current & bereaved caregivers: a qualitative study & Examining depression anxiety, self-care & quality of life in
advanced heart failure patients. Manuscripts are being prepared for submission to Palliative Medicine & the European
Journal of Cardiovascular Nursing for consideration.

Contact

References

Professor Sonja McIlfatrick
Ulster University & AIIHPC
Email: sj.mcilfatrick@ulster.ac.uk
Website: ulster.ac.uk
Phone: + 44 (0) 2890 368066

1. Doherty LC, Fitzsimons D, McIlfatrick SJ. Carers' needs in advanced heart
failure: A systematic narrative review. European Journal of Cardiovascular
Nursing 2016; 15: 203-212.
2. Doherty LC, McIlfatrick S, Fitzsimons D. Improved identification,
communication & service provision needed to relieve caregivers burden in
advanced heart failure: a mixed methods study. 2016
3. Doherty LC, Talking Head video available at: https://youtu.be/QACxLGh8nzY

Advance care planning in end-stage kidney disease
Dr Peter O’Halloran, Prof Kevin Brazil, Prof Mike Clarke, Dr Helen Noble, Dr Chris Cardwell, Dr Fliss Murtagh, Dr
Rachael Morton, Dr Robert Mullan, Dr Damian Fogarty, Joan Brown, Dr Joanne Shields, Prof Peter Maxwell

Lead Organisation: Queen's University Belfast
AIM
To determine the feasibility of conducting a deferred entry RCT, alongside a mixed
methods study, to evaluate Advance Care Planning (ACP) with older patients who
have End-Stage Kidney Disease (ESKD). Objectives are to investigate: acceptability of
the ACP intervention to patients, their carers and professionals; optimal intervention
systems for delivering ACP; recruitment and retention rates; randomisation procedures;
suitability of outcome measures; and methods for assessing cost effectiveness in a full
trial.

Click here to view the full size poster

Advance care planning in endstage kidney disease
1. Dr Peter O’Halloran; 2. Professor Kevin Brazil; 3. Professor Mike Clarke; 4. Dr Helen Noble; 5. Dr Chris Cardwell; 6.
Dr Fliss Murtagh; 7. Dr Rachael Morton; 8. Dr Robert Mullan; 9. Dr Damian Fogarty; 10. Joan Brown RN; 11. Dr
Joanne Shields; 12. Professor Peter Maxwell
1-5. Queen’s University Belfast; 6. King’s College London; 7. The University of Sydney; 8. Northern Health and Social
Care Trust; 9-12. Belfast Health and Social Care Trust

ABSTRACT
Advance care planning with
older patients who have endstage kidney disease: Feasibility
of a deferred entry randomised
controlled trial incorporating a
mixed methods process
evaluation (ACReDiT study:
www.ClinicalTrials.gov
Identifier: NCT02631200)
Background: Chronic kidney
disease (CKD) and kidney failure
(end-stage kidney disease - ESKD)
become more common as people
age. They increase the risks of
other major illnesses and sudden
death. Even so, many people with
ESKD do not discuss their
preferences for end-of-life care
with their families or healthcare
professionals. Advance care
planning (ACP) can help patients
and families think through their
preferences for future care and
discuss these with the
professionals looking after them.
This may lead to care more in
keeping with patients’ wishes and
so reduce distress for patients
and families. Consequently, ACP is
recommended as good practice
for people with ESKD. However,
we still need to find out more
about the impact of ACP on
patients and families; and also
about the best ways to put it into
practice. This study is designed to
test the research methods for a
larger study that would answer
those questions.
Aim: To determine the feasibility
of conducting a deferred entry
RCT, alongside a mixed methods
study, to evaluate ACP with older
patients who have ESKD.
Objectives are to investigate:
acceptability of the ACP
intervention to patients, their
carers and professionals; optimal
intervention systems for
delivering ACP; recruitment and
retention rates; randomisation
procedures; suitability of survey
instruments and outcome
measures; time needed to collect
and analyse data; effect sizes that
might help inform sample-size
estimates and methods for
assessing cost effectiveness in a
full trial.
Methods: Denying the
opportunity for ACP would be
unethical, so 40 patient/carer
dyads will be randomised in a 12
week RCT to immediate or
deferred entry groups to allow
between group comparisons,
before the deferred entry group
proceeds to ACP. Intervention
processes will be followed
through using observational and
qualitative methods for 12
months or to bereavement if
sooner, to identify key factors for
implementation success.

CONTACT

Dr Peter O’Halloran
School of Nursing and Midwifery
Queen’s University Belfast
Email: p.ohalloran@qub.ac.uk
Phone: +44 (0) 28 90972490
Website: www.qub.ac.uk
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AIM

METHODS

PROGRESSS

To determine the feasibility of
conducting a deferred entry
RCT, alongside a mixed
methods study, to evaluate
Advance Care Planning (ACP)
with older patients who have
End-Stage Kidney Disease
(ESKD). Objectives are to
investigate: acceptability of the
ACP intervention to patients,
their carers and professionals;
optimal intervention systems for
delivering ACP; recruitment and
retention rates; randomisation
procedures; suitability of
outcome measures; and
methods for assessing cost
effectiveness in a full trial.

Denying the opportunity for ACP
would be unethical, so 40
patient/carer dyads will be
randomised in a 12 week RCT
to immediate or deferred entry
groups to allow between group
comparisons, before the
deferred entry group proceeds
to ACP.

The trial is funded for two years
by the Dunhill Medical Trust
(www.dunhillmedical.org.uk).

KEY HIGHLIGHTS/
CHALLENGES

RECENT ACTIVITIES
INVOLVING PATIENT/PUBLIC

ACP is not yet part of everyday
practice, so researchers and
clinical staff have worked
closely from the outset to codesign the intervention and
training.
Recruiting and training ‘expert
patients’ to act as peer
supporters for patients
developing an ACP is groundbreaking for all concerned. The
challenge is to train and support
the expert patients so that they
in turn can safely and effectively
support patients making an
ACP.

Intervention processes will be
followed through using
observational and qualitative
methods for 12 months or to
bereavement if sooner, to
identify key factors for
implementation success.

Members of the Northern
Ireland Kidney Patients’
Association (www.nikpa.org)
have been involved from an
early stage, with input into the
design, methods, and
documentation for the trial.

Ethical permission has been
granted; nurses and doctors in
two centres have been trained
in facilitating ACP; expert
patients (who will provide peer
support) have been recruited
and await training.
Data collection is planned to
start early in 2017.

KNOWLEDGE TRANSFER
& EXCHANGE ACTIVITIES
The protocol for the trial was the
subject of an oral presentation
at the 9th World Research
Congress of the European
Association for Palliative Care,
in Dublin, 9-11 June, 2016.

A patient representative is a
member of the Trial
Management Committee, which
oversees and advises on all
aspects of the research.

NEXT STEPS
Should feasibility be demonstrated, the research will provide the basis for an application to the National
Institute for Health Research (NIHR) for funding of a full multi-centre trial through their Health Services and
Delivery Research stream.

REFERENCES
O’Halloran P, Noble H, Brazil K, Fogarty D, Shields J, Brown J et al. Protocol: Advance Care Planning with
Older Patients who Have End-stage Kidney Disease - Feasibility of a Deferred Entry Randomised Controlled
Trial Incorporating a Mixed Methods Process Evaluation. Palliative Medicine. 2016 Jun;30(6):NP66. MTE3.
Available from: 10.1177/0269216316646056
(Post print PDF available at: http://pure.qub.ac.uk/portal/en/persons/peter-ohalloran(38a6eb81-9209-4c7e-868bc2fe5e147770)/publications.html)
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People and Projects
Developing and implementing A 'System' of structured network-wide dissemination and
knowledge transfer activities
Dr Suzanne Guerin, Prof W. George Kernohan

Lead Organisation: University College Dublin
DEVELOPING AND IMPLEMENTING A ‘SYSTEM’ OF
STRUCTURED NETWORK-WIDE DISSEMINATION AND
KNOWLEDGE TRANSFER ACTIVITIES
Suzanne Guerin, PhD1; W. George Kernohan, PhD2;
1University College Dublin, 2Ulster University

Aims
Inner Strand
• To identify the key elements of
knowledge transfer in existing models
• To consider the relevance of these
elements to palliative care
• To identify existing tools/techniques for
knowledge transfer that can be applied
in the palliative care setting
Outer Strand
• To exploit knowledge transfer for
palliative care in Ireland, focussing
upon actual exchange of information to
enhance care
• To make use of the key elements of
knowledge transfer (as outlined above)
• To examine them through certain
contexts of care

Methods

Progress

Inner Strand
Systematic scoping review of published
research relating to knowledge transfer
and exchange in health services and policy
to identify a synthesised model of KTE

Inner Strand
• Systematic review completed (n = 79)
• Synthesis of existing models evident in
the literature to isolate core components
of KTE (see figure below)
• Frequency analysis of core components
within review papers

Outer Strand
Verification of the model in the context of
its relevance to or “fit” with palliative care
via case studies to explore:1.
2.
3.
4.
5.

Researchers’ experience of the model
Research knowledge to be transferred
Key stakeholders in transfer process
Mechanisms of transfer
Context(s) in which transfer occurs

The KTE Model

Outer Strand
1. Five case studies identified including
different types of research
2. The context for palliative care
knowledge transfer is varied
3. Data include interviews with
researchers pre and post KTE
activities and documented activities
4. Cross case analysis will inform
revisions of the model

Knowledge Transfer &
Exchange Activities
● Prihodova, L., Guerin, S. & Kernohan, W.G. (2015).
Knowledge transfer and exchange frameworks in
health and their applicability to palliative care:
Scoping review protocol. Journal of Advanced
Nursing, 71(7), 1717-1725.
● Prihodova, L., Guerin, S. & Kernohan, W.G. (2015).
Development of a model of knowledge transfer for
use in applied health settings. Paper presented at the
45th Annual Conference of the Psychological Society
of Ireland.
● Guerin, S., Prihodova, L., & Kernohan, W.G. (2016).
Applying knowledge transfer in palliative care
settings: Findings from a systematic review. Poster
presented at the 9th EAPC Research Congress.
● Brown, M.J., Kernohan, W.G. & Guerin, S. (2016). The
transfer of new knowledge into practice: Exploration
of implementation plans in palliative care research.

Abstract published at the 9th EAPC Research
Congress.
● Guerin, S., Prihodova, L., & Kernohan, W.G. (2016).
Applying an evidence-based model of knowledge
transfer & exchange to psychological research.
Workshop delivered at the 46th Annual Conference of
the Psychological Society of Ireland.

New Grants Applied For/Obtained
● Secured UCD Seed Funding for project entitled Exploring the relevance and contribution of an evidence-based model of knowledge transfer and
exchange in applied health research.

Next Steps
● Completion of case study analysis to allow for the further refinement of the KTE model.
● Ongoing dissemination and delivery of training to support and promote the use of the model in research and practice settings.

Contact
Suzanne Guerin - University College Dublin
Email: suzanne.guerin@ucd.ie
Website:www.ucd.ie/research/people/psychology/assoc%20professorsuzanneguerin/

Acknowledgements
Thanks to to Dr Lucia Prihodova, Dr Mary Jane Brown and Dr Cathy Payne
(Postdoctoral Researchers) and Dr Conall Tunney and Ms Geraldine Boland
(research assistants)

AIM
Inner Strand
• To identify the key elements of knowledge transfer in existing models
• To consider the relevance of these elements to palliative care
• To identify existing tools/techniques for knowledge transfer that can be applied
in the palliative care setting
Outer Strand
• To exploit knowledge transfer for palliative care in Ireland, focussing
upon actual exchange of information to enhance care
• To make use of the key elements of knowledge transfer (as outlined above)
• To examine them through certain contexts of care

W. George Kernohan - Ulster University
Email: wg.kernohan@ulster.ac.uk
Website:http://www.science.ulster.ac.uk/inhr/profiles/g.kernohan.php
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Palliative care in people with dementia and young onset dementia
Dr Siobhán Fox, Dr Suzanne Timmons

Lead Organisation: University College Cork
AIM
Dementia causes impairment of memory, problem-solving, communication, and
the ability to perform everyday tasks. People with dementia, and their carers, have
been shown to have palliative care needs equal to those of cancer patients. Although
palliative care is recognized as quality care at end-of-life, palliative care for people with
dementia is still evolving.
People with young onset dementia (<65 years) and their families may experience a
different journey through their illness, and have unique palliative care needs3.

Palliative care in people with dementia
and young onset dementia
Siobhán Fox, PhD; Suzanne Timmons, MD
Centre for Gerontology and Rehabilitation, University College Cork

Aims

Methods

Dementia causes impairment of memory,
problem-solving, communication, and the
ability to perform everyday tasks1. People with
dementia, and their carers, have been shown
to have palliative care needs equal to those of
cancer patients2. Although palliative care is
recognized as quality care at end-of-life,
palliative care for people with dementia is still
evolving.
People with young onset dementia (<65 years)
and their families may experience a different
journey through their illness, and have unique
palliative care needs3.

I. Case studies:
Inclusion criteria: family carers of people with
dementia in their last 6 months of life.
Data collection includes qualitative methods:
• Semi-structured, in-depth, interviews;
And quantitative methods:
• Questionnaires, including: Zarit Burden
interview; Quality of Death and Dying Scale.

Aims: i) To demonstrate the benefit of a
palliative care approach for people with
dementia, through case studies.
ii) To gather data on people with young onset
dementia who are admitted to hospital.

II. Healthcare workers’ knowledge/attitudes:
a) Survey of healthcare workers in 3 nursing
homes about dementia and palliative care, b)
IHF delivered education intervention.
III. HIPE record- identified Young Onset
Dementia (YOD)
Analysis of Hospital In-Patient Enquiry data to
investigate: where people with young onset
dementia are cared for, where they die, etc.

Key Highlights/Challenges
Highlights:
Results so far from the case studies show that
people with dementia and their families could
be greatly supported through a palliative care
approach.
Carers would especially value formal
psychological and emotional support,
assistance with decision making about their
loved one’s care needs, and advice on advance
care planning.
Carers of people with young onset dementia
are particularly vulnerable and may need
individualised support.
Challenges:
Staff turnover and busy staff are two barriers
that must be tackled in applying the pre- and
post- educational intervention surveys.

Progress
We have conducted 6 case studies with
families of people with dementia (n=4) and
YOD (n=2). We have followed one family
through their bereavement.
We have completed baseline surveys in three
nursing homes, to assess healthcare workers’
knowledge and attitudes about palliative care
and dementia, and we have delivered an
education intervention to the staff.
Our next steps are to continue the case studies
with family carers; to conduct postintervention surveys and focus-groups in the
nursing homes; and to analyse the HIPE data.
Along with the HIPE data, we will be collecting
data from medical records of people with YOD,
to explore care planning and symptom
assessment in YOD.

Recent Activities involving
Patient/Public

Knowledge Transfer &
Exchange Activities

By design there is significant patient and
public involvement in this research. During the
case studies we are asking family carers what
their main needs are, and how can these
needs be met.

We prepare regular reports to our funders, the
Irish Hospice Foundation outlining the results
of this research.

We also hosted a workshop in Cork in May
2016, along with our consortium partners, to
discuss research priorities in palliative care in
neurodegeneration, with a focus on dementia.
People with dementia, their family carers, and
dementia advocacy groups had a strong voice
in planning the workshop, and a substantial
presence on the day of the workshop. This
ensured that discussions around research
priorities remained grounded in the needs of
the person with dementia.

We have submitted an abstract on the case
study research to the European Association of
Palliative Care 2017 conference in Spain.
As the research programme progresses we
plan to submit papers to peer-reviewed
journals, and to submit abstracts to national
and international conferences.
We also plan to disseminate the results to key
advocacy groups including the Alzheimer’s
Society of Ireland and Family Carers Ireland.

New Grants Applied For/Obtained

Aims:
i) To demonstrate the benefit of a palliative care approach for people with dementia,
through case studies.
ii) To gather data on people with young onset dementia who are admitted to hospital.

Click here to view the full size poster
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We have applied for two grants from the Health Research Board in the Investigator Led Projects and Emerging Investigator Awards streams, both of
which propose projects in the broad area of palliative care and dementia.

Next Steps
We plan to complete this project by summer 2017. In the final months of the project, and after completion, we will endeavor to disseminate the
results widely in academic and non-academic channels to highlight the palliative care needs of people with dementia and their families, which are
often unmet and under-researched.

Contact

References

Siobhan Fox PhD
Centre for Gerontology and Rehabilitation,
School of Medicine, University College Cork
Email: s.fox@ucc.ie
Website: https://www.ucc.ie/en/cgr/
Phone: 021 462 7347
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Bayer A. Death with dementia: the need for better care. Age and Ageing, 2006; 35: 101-102.
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van Vliet, D., de Vugt, M.E., Bakker, C., Koopmans, R.T. and Verhey, F.R., 2010. Impact of early onset dementia on caregivers: a review. International journal
of geriatric psychiatry, 25(11), pp.1091-1100.
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National Institute for Health and Clinical Excellence. SCIE Guideline on supporting people with dementia and their carers in health and social care. National
Clinical Practice Guideline Number 42. 2007. The Brit Psychological Soc. and Gaskell.
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Palliative care in people with Parkinson’s disease
Dr Siobhán Fox, Dr Suzanne Timmons

Lead Organisation: University College Cork
Palliative care in people with
Parkinson’s disease
Siobhán Fox, PhD; Suzanne Timmons, MD
Centre for Gerontology and Rehabilitation, University College Cork

Aims
Parkinson’s disease (PD) is the second most
common neurological disorder, affecting
approx. 12,000 people in Ireland.
People with PD experience symptoms similar
to people with malignancy, including pain,
fatigue, and depression1. Symptom burden in
advanced PD is similar to metastatic cancer2.
People with PD benefit from palliative care,
yet unmet palliative care needs are widely
reported in this population, e.g. lack of
information3, ad hoc service delivery3, low
referral rates to Specialist Palliative Care4.
Overall research aims:
To explore and raise awareness of palliative
care needs in PD;
To support healthcare workers to assess and
treat palliative care needs in PD.

Methods

Three peer-reviewed journal articles have
been published, and the results have been
presented at 9 national and international
conferences.

1. Irish healthcare workers, through a
national survey (n >300)

The Irish national guidelines for Palliative care
in People with Parkinson’s disease were
launched during World Parkinson’s Week in
April 2016. These have been widely
disseminated to healthcare workers in Ireland
and are available to download from:

2. Healthcare workers in HSE South, using indepth interviews (n =30)
3. People with PD and their family carers,
using in-depth interviews (n =31)
The final study involved:

https://www.ucc.ie/en/parkinsonscare/guidelines/

4. The development of the first Irish national
guidelines Palliative care in People with
Parkinson’s disease

Key Highlights/Challenges

Recent Activities involving
Patient/Public

Highlights included:
• The guidelines were endorsed by the HSE
National Clinical Programmes for Palliative
Care, Older Persons, and Neurology.

There was significant patient involvement in
the advisory group, which oversaw the
development of the guidelines.

• We were invited to join an international
working group on palliative care needs in
PD. Dr Fox attended the first two meetings
in Denver, Colorado in 2015, and in
Portland, Oregon in 2016 .

[right picture] Members of
the Cork branch of the
Parkinson’s Association of
Ireland at the launch.

• The guidelines were launched in April 2016
by Ms. Paula Gilmore, CEO of the
Parkinson’s Association of Ireland [below
picture]

Progress

This research programme consisted of 4 interrelated studies. The first 3 studies investigated
palliative care needs in Parkinson's disease
from the perspectives of:

We have recently been working with patient
groups through the Irish Hospice Foundation
to develop an information leaflet on palliative
care for people with neurological illnesses,
including PD.
We are also developing a stand-alone
information leaflet on palliative care in PD.

Knowledge Transfer &
Exchange Activities
Presentations to health professionals: We have
presented the research and guidelines locally,
nationally (e.g. the National Clinical
Programme for Older People Conference; the
Irish Gerontological Society annual meeting;
Kaleidoscope conferences), and internationally
(20th World Congress of International
Association of Gerontology and Geriatrics;
Parkinson’s palliative care meeting, Denver)
Non-academic dissemination: Articles about
the research and guidelines have been
published in Forum (Irish GP journal),
eHospice, and PCRN newsletter.
International reach: Parkinson Canada recently
contacted us regarding adapting the guidelines
for use in Canada.

New Grants Applied For/Obtained
We obtained a further grant from the Irish Hospice Foundation to conduct research in dementia palliative care. We also obtained an Irish Research
Council Creative Connections grant, and hosted an interdisciplinary workshop on palliative care in neurodegeneration during May 2016 in Cork.
We have also applied for a HRB Investigator Led Project and an Emerging Investigator Awards grant (outcomes announced summer 2017).

Next Steps
We are currently preparing a guidance document about palliative care designed specifically for people with Parkinson’s disease and their carers.
We will continue to disseminate the research findings and the guidelines widely, and to promote their key messages.
We are currently looking at anticipatory grief in PD, and palliative care needs in people with PD in residential care.

Contact

References

Siobhan Fox PhD
Centre for Gerontology and Rehabilitation,
School of Medicine, University College Cork
Email: s.fox@ucc.ie
Website: https://www.ucc.ie/en/cgr/
Phone: 021 462 7347

1. Hudson PL, Toye C, Kristjanson LJ. Would people with Parkinson's disease benefit from palliative care? Palliative Med, 2006;
20(2): 87-94. doi: 10.1191/0269216306pm1108oa
2. Miyasaki JM, Long J, Mancini D, Moro E, Fox SH, Lang A. et al. Palliative care for advanced Parkinson disease: An
interdisciplinary clinic and new scale, the ESAS-PD. Parkinsonism Relat D, 2012;18, Supplement 3(0): S6-S9. doi:
http://dx.doi.org/10.1016/j.parkreldis.2012.06.013
3. McLaughlin D, Hasson F, George Kernohan W, et al. Living and coping with Parkinson's disease: Perceptions of informal
carers. Palliative Medicine 2011;25:177-182.
4. Walker RW, Churm D, Dewhurst F, Samuel M, Ramsell A, Lawrie C, et al. Palliative care in people with idiopathic Parkinson's
disease who die in hospital. BMJ Supportive & Palliative Care. 2014;4(1):64-7.

AIM
Parkinson’s disease (PD) is the second most common neurological disorder, affecting
approx. 12,000 people in Ireland.
People with PD experience symptoms similar to people with malignancy, including
pain, fatigue, and depression. Symptom burden in advanced PD is similar to metastatic
cancer.
People with PD benefit from palliative care, yet unmet palliative care needs are widely
reported in this population, e.g. lack of information, ad hoc service delivery, low
referral rates to Specialist Palliative Care.
Overall research aims:
To explore and raise awareness of palliative care needs in PD; To support healthcare
workers to assess and treat palliative care needs in PD.

Click here to view the full size poster
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Research Capacity Building
The following events and activities were co-led by the PCRN in 2016
Research Bursaries to attend the European Association for Palliative Care’s Pre-Congress Workshop:
List bursary recipients as follows:
• Ciaran Kenny, PhD Scholar, Our Lady’s Hospice & Care Services, Harold’s Cross, Dublin/ Trinity College Dublin
• Dr Luciana Lolich, Postdoctoral Researcher, University College Dublin
• Ann McAuliffe, Lecturer/ PhD Scholar, University College Cork
• Esther Ruth Beck, PhD Scholar, Ulster University, Belfast
• Dr Cliona Lorton, SpR Palliative Medicine, Our Lady’s Hospice and Care Services, Dublin/ Trinity College Dublin
Palliative Care in Neurodegeneration with a focus on Dementia: Addressing complex questions through
interdisciplinary research and reflection:
An interdisciplinary research workshop on Palliative Care and neurodegeneration took place in Cork in May 2017.
The event was funded by the Irish Research Council, and was led by the Centre for Gerontology & Rehabilitation,
University College Cork in partnership with AIIHPC and other collaborators including National University of Ireland
Galway, the Alzheimer Society of Ireland (ASI), Dementia Research Education Advocacy in Motion (D.R.E.A.M), the
Irish Association of Palliative Care (IAPC), and the Irish Hospice Foundation (IHF).
It is increasingly acknowledged that people with advanced neurological conditions have complex problems and needs
that are often unrecognised and under-treated. Dementia is the most common neurological disorder and is a lifelimiting condition, but very often is not recognised in this way. Yet, people with dementia, and their carers, have been
shown to have palliative care needs equal to those of cancer patients. Similarly, other neurodegenerative conditions
like Parkinson’s disease and Motor Neurone Disease cause significant physical and psychosocial issues for the person,
and the best means to assess, and address, their palliative care needs requires further research.
To lead the discussion throughout the day an outstanding multidisciplinary panel of speakers were brought together,
including both researchers and clinicians from across Ireland and the UK. Professor David Oliver, University of Kent:
Palliative Care Physician with a special interest in neurological and neurodegenerative diseases, delivered the keynote
address on “Research in neurodegenerative disease”. Link to video presentations: https://www.youtube.com/
playlist?list=PLd_maP4B2N3FSMkbDow2Tb2VH3GtDaBvx
Seminar on “Communicating your research using social media: insights, tools and possibilities:
In June 2016 the Early Career Researcher Forum (ECRF) hosted an excellent seminar on communicating research
using social media. The seminar was a timely opening to the 9th World Research Congress of the European
Association of Palliative Care Conference at the University College Dublin which took place later that week.
The seminar was attended by local and international
delegates representing a range of professions including
medicine, nursing, psychology, and health economics.
Dr Cathy Payne (outgoing ECRF chair/ Programme
Manager, AIIHPC) and Ragnhild Green Helgås (Head of
PRC Administration, Norway & EAPC RN secretariat)
provided valuable insights into the ECRF and PCR/ EAPC
RN respectively, paying particular attention to the wider
research context and capacity building opportunities offered
at local and European levels.
Following this, Dr Helen Dixon (Trainer/Analyst, Queen’s
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University Belfast) and keynote speaker delivered an outstanding presentation on using social media to communicate
research. Dr Dixon focused on five pertinent areas for promoting and disseminating research including making
research accessible, creating shareable content, tracking engagement with your research by others and nurturing
your (contacts) network. Dr Dixon emphasised the value of having a strong online profile as it can reach diverse
audiences, resulting in greater promotion of the research. Slides for this session may be found at the following link:
http://www.slideshare.net/HelenDixon1/communicating-your-research-62814104
Evidence into practice: quality of life and palliative care needs of caregivers caring for a loved one with heart failure
This workshop 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.
Concept Development Workshop for clinical and early career researchers in palliative care
The Palliative Care Research Network’s (PCRN) Early Career Researcher Forum together with the Irish Cancer Society
(ICS) hosted a Concept Development Workshop for clinical and early career researchers in December. 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 included a mixture of insightful presentations from Professor Sheila
Payne (Emeritus Professor, International Observatory on End of Life Care, Lancaster University, UK), Dr Suzanne
Guerin, (Associate Professor in Research Design & Analysis/ Deputy Head of School - UCD School of Psychology/
Senior Investigator, AIIHPC), Dr Bella Bray (Programme Manager Research, Irish Cancer Society) and Professor Sonja
McIlfatrick (Postgraduate Tutor, Lead Palliative Care Research Strand, Institute of Nursing and Health Research/ Chair,
Palliative Care Research Network) as well as interactive sessions. Over twenty-five researchers participated in this
event from a range of health and social care backgrounds.
PhDs awarded to Dr Helen Kerr and Dr Loreena Hill
AIIHPC would like to congratulate Dr Helen Kerr who was recently awarded her PhD
entitled “Transition to adult services by young people with life-limiting conditions in
Belfast and Dublin: a realist evaluation using mixed methods (TASYL study)”. Under the
supervision of Dr Peter O Halloran (Queen’s University Belfast), Helen’s study focused
on the organisational factors, and interactions between factors, involved in promoting
or hindering successful transition. The PhD was funded by the Health & Social Care
Research & Development Division of the Public Health Agency (Northern Ireland)
in conjunction with AIIHPC. Dr Kerr first registered with the Nursing and Midwifery
Council in 1993 and has largely nursed in oncology and palliative care settings. From
2002 Helen has worked as a lecturer in the School of Nursing and Midwifery, Queen’s
University, Belfast. Helen was runner up in the Northern Ireland Royal College of Nursing Nurse Researcher of the
Year. She is Secretary of the PCRN Early Career Researcher Forum. For further information about Dr Kerr and her
research visit www.aiihpc.org/research.
AIIHPC would also like to take this opportunity to congratulate Dr Loreena Hill (Ulster University/ Belfast Trust)
who completed her PhD entitled “Management of Implantable Cardioverter Defibrillators (ICD) in Advanced Heart
Failure: An exploratory study of heart failure patients’, carers’ and healthcare professionals’ perspectives”. Loreena
was supervised by Professor Donna Fitzsimmons (Ulster University/ Belfast Trust & Senior Investigator, AIIHPC)
and it was funded by the HSC Public Health Agency Northern Ireland. This study explored the factors influencing
the discussion of ICD deactivation and highlighted the views from services users/carers and professionals. Loreena
has been a cardiac nurse for approximately twenty years which includes position of Specialist Heart Failure Nurse.
During this time she established the nurse-led heart failure service in the Royal Group of Hospitals, Belfast and
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chaired a multi-disciplinary team to develop regional symptom control guidelines for
end-stage heart failure patients (2006-2007). She completed a MSc which focused
on heart failure patients and palliative care. She is a committee member of the Irish
Nurses Cardiovascular Association (INCA), an active member of the European Society
of Cardiology’s Council on Cardiovascular Nursing & Allied Professionals (CCNAP)
programme committee and a committee member of the PCRN Early Career Researcher
Forum. She was awarded the prestigious title of Nurse Fellow of the European Society
of Cardiology in 2015, with attainment of an ESC Nurse Training grant in 2016.

Early Career Researcher Forum Executive Committee
Bridget Johnston (PhD researcher, Trinity College Dublin) was appointed new Chair of the Early Career Researcher
Forum in May. Bridget took over from Dr Cathy Payne(Programme Manager, AIIHPC). Bridget completed her master’s
degree in Health Economics at the National University of Ireland, Galway in 2012. She is employed as a research
assistant in the Centre for Health Policy and Management at Trinity College Dublin. Bridget is currently undertaking
work for the International Access, Rights and Empowerment Plus (IARE+) study, a project examining and comparing
the experiences of patients and informal caregivers accessing specialist palliative care services across three regions in
Ireland: Limerick, Mayo and North East Dublin. Her PhD thesis is examining palliative care service users’ preferences
and priorities for support through the use of a discrete choice experiment.
The KINDLE Project
The KINDLE Project represents a commitment by AIIHPC to engage in active and ongoing dissemination of the
learning contained within the Palliative Care Research Network (PCRN). A key guiding principle is to engage in
knowledge transfer from the beginning of the project and the KINDLE Project blog was set up to ensure that the
activities of the project are continuously communicated to the palliative care community and beyond. The blog also
publishes posts by members of the PCRN and the Early Career Researchers Forum covering a variety of topics. For
further information visit http://www.professionalpalliativehub.com/research/kindle
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The KINDLE Project Infographic
The KINDLE Project: Identifying key themes
and messages
from the Palliative Care Research Network
Nicholson,Emma1; Murphy,Tara1; Larkin,Philip2; Normand,Charles3& Guerin,Suzanne2
1 All Ireland Institute of Hospice and Palliative Care; 2 University College Dublin; 3 Trinity
College, Dublin

Aims
• The purpose of the KINDLE Project (Knowledge,
INnovation, Dissemination, Learning, Exchange) is to
unlock the knowledge from the PCRN by identifying
shared learning from the network in the form of key
themes evident in research output.
• Critically, the project aims to “re-package” these
messages to reach all stakeholders in the means most
likely to be effective.
• In line with these aims we conducted a thematic
synthesis to identify high-level messages and themes
from projects within the PCRN.

Methods
• In line with PRISMA guidelines, a purposive structured search of
dissemination products from the PCRN was carried out to
ensure that all relevant materials from PCRN products were
collected.
• Materials include conference presentations, study protocols,
published peer-reviewed papers/abstracts, internal symposia,
social media activity (e.g., tweets), workshops, and news
reports.
• The projects included in the review were the core projects,
aligned projects, doctoral and postdoctoral fellows, and clinical
research fellows (N = 25).
• An infographic (presented right) was designed to announce and
promote the project in order to collect dissemination output
• A traditional search of databases was conducted to identify any
additional output.

Findings and Conclusion
• A total of 142 dissemination products were included in the
final review.
• The most common types of output were traditional
academic products such as peer reviewed publications,
conference presentations
• Dissemination products targeted a range of audiences,
including
academics/researchers,
policy
makers/practitioners and the general public, though a
focus on academic audiences was clear.
• Data extraction was conducted to extract the key
messages from each of the products, a process which
was verified through independent double extraction of
data. Thematic synthesis was used to isolate key themes
across the messages (presented left).
• Overall ten themes emerged from the initial analysis,
reflecting issues of both service provision, patient and
family needs and research methodology. These themes
(left) show some overlap.

Contact
Dr
Emma Nicholson
AIIHPC
AIIHPC
Email: info@aiihpc.org
Email:
enicholson@aiihpc.org
Website:
http://www.professionalpalliativehub.com/research/kindle
Website: https://kindleprojectblog.wordpress.com/

Key Reference

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.
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PCRN 5th Annual Symposium
THEME: Priorities for Palliative Care Research on the island of Ireland and Internationally:
Interdisciplinary Research Collaboration, Capacity Building and Leadership.

Background

The 5th Annual Symposium of AIIHPC’s Palliative Care Research Network (PCRN) took place on 8th December 2016.
The symposium brought together over 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 (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 while 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. Members of the panel included the keynote speakers in addition to Dr Joan
McCarthy (Lecturer, Healthcare Ethics Coordinator School of Nursing and Midwifery, University College Cork), Dr
Regina McQuillan (Medical Director, St Francis Hospice), and Professor Philip Larkin (Professor of Clinical Nursing,
University College Dublin and Our Lady's Hospice & Care Services, President of the EAPC).
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Opening Address
Future perspectives for palliative care research on the island of Ireland
– what have we learnt and where to now?
Professor Sonja McIlfatrick, Chair Strategic Scientific Committee, Palliative Care Research
Network/Ulster University
The opening address was given by Professor Sonja McIlfatrick, Chair Strategic Scientific
Committee, AIIHPC PCRN, Ulster University, who presented on the future perspectives
for palliative care research on the island of Ireland: what we have learnt and where to
now? Professor McIlfatrick highlighted some of the key challenges, achievements and
priorities of the PCRN over the last five years. The Network is built on a solid foundation of
experienced researchers, successful teams and exciting research. She noted some of the
major challenges to palliative care research on the island of Ireland and globally including
the lack of targeted funding; diverse nature of research activity in terms of breath and
context (a hindrance as well as a benefit); lack of intervention studies; developing a critical
mass of palliative care researchers; developing strategic career pathways within palliative
care research; strong research collaboration; patient and public involvement (PPI) in
research; and specifically for the island of Ireland, supporting cross-border research
activity.
Focusing on the PCRN, some of the most notable challenges have been around
recruitment into studies, developing a research culture within clinical settings, inter/
multidisciplinary research, developing linkages with other networks (both national and international), sustaining and
achieving funding, meaningful PPI, and for the PCRN itself, promotion of the Network.
Professor McIlfatrick identified key lessons which will be taken forward by the Network and its new Strategic
Scientific Committee. These include a more people and community-orientated approach, developing new and
maximising existing linkages with collaborators and other networks, and ensuring research reflects national and
global priorities for palliative care. She emphasised the importance of undertaking research activity that will
influence policy and practice within the context of the Health Research Board (HRB), Public Health Agency (PHA) and
the two health care systems. The PCRN recognises the importance of building research leadership in palliative care
and supporting opportunities for future leadership of clinical and early career researchers.
In looking to the future, Professor McIlfatrick highlighted some of the key strengths of the island of Ireland including
the high level of interconnectivity of people and centres of excellence; highly motivated clinicians and researchers; a
strong track record in palliative care; and strong patient advocacy in this area. Strategically, we aim for a coherent and
collaborative research environment and culture; innovative and internationally relevant research; ongoing research
capacity building of research leaders; effective knowledge transfer and exchange particularly with clinical sites; and
meaningful PPI. A key task for the PCRN’s Strategic Scientific Committee in 2017 is to develop a robust research
strategy for 2017-2022. The strategy will be informed by the HRB’s and PHA’s research strategies. The strategy will
also seek to expand and develop hospice and clinical-based research into larger scale project development as well as
supporting collaborative opportunities, identifying new projects and pursuing relevant funding streams.
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Keynote address 1
Priorities for palliative care research: taking stock
of successes, challenges and future directions
Professor Lieve Van den Block, End of Life Care Research Group,
Vrije University Brussel & Ghent University

The first keynote address was delivered by Professor Lieve Van den Block
(Professor of Ageing and Palliative Care Research, Vrije University Brussel & Ghent
University, Belgium, Chair Ageing and Palliative Care Research Programme, End
of Life Care Research Group. Professor Van den Block’s work focuses on national
and international public health and interventional research aimed at monitoring
and improving palliative and end of life care for older people. Her research
is multidisciplinary in nature and located at the intersection of primary care,
palliative care, long-term care and geriatrics.
Professor Van den Block started by identifying key parts to her presentation which
focused on successes, challenges and moving forward in palliative care research.
Two areas of success were highlighted – (i) public health research and (ii) intervention studies for palliative care. In
terms of challenges, Professor Van den Block emphasised some key challenges for research particularly with noncancer populations and moving forward in terms of methodological improvements in intervention studies.
In terms of studies that have impacted, Professor Van den Block referred to The Naional Survey of Bereaved People
(VOICES) led by Professor Julie Addington-Hall (University of Southampton) which became National Voices in the
UK. A further example of informing public health policy is the Place of Death Study which was co-led by Professor
Joachim Cohen (End of Life Care Research Group, Belgium) and examined place of death across 14 countries. A
significant output from this study was the establishment of a database with information on 2 million deaths. While
the data itself may be limited, policymakers can use it to examine potential or future trends e.g. are more people
dying in nursing homes? A study published in the Journal of Epidemiology and Community Care by Dr Lara Pivodic
(End of Life Care Research Group) explored population dying diseases indicative of palliative care need. In this case,
researchers developed criteria based on cause of death data to identify where specific populations were dying.
Another example of using public health data in palliative care planning is the IPOD study (International Place of
Death study) which gathers population data from death certificates, which can be quite limited across countries.
In response to these limited datasets, the End of Life Research Group used Sentinel GP networks to gather crosscountry comparative data. The database is utilised by early career researchers in palliative care for training purposes.
These are good examples of palliative care researchers influencing public health policy.
What are the most referenced/ cited studies in palliative care research? The Temel study (1995) was carried out in
the US and compared patients with metastatic non-small-cell lung cancer receiving standard oncology care with
patients receiving early palliative care. Significant differences were found between the groups with palliative care
patients achieving better outcomes in terms of quality of life, mental health and symptomatology. Another example
is the Enable III Trial which examined differences between early and delayed palliative care patient groups which
found no differences in all patient-reported outcomes. A number of intervention studies led by Professor Irene
Higginson (King’s College London) examine the effects of short-term integrated palliative care for different patient
populations (including cancer, COPD, MS, ALS and more recently, frailty). Professor Van den Block also highlighted
the significant number of Cochrane reviews which have examined the effectiveness of palliative care.
A key challenge, which is documented is palliative care for older people. A public health perspective (Van den Block
et al. 2015) is to identify future effective interventions for older people with multiple comorbidities (frailty, dementia
and other chronic disease populations) and interventions that are no longer based on the “old” model of palliative
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care which mainly focussed on cancer trajectories and the end of life. Professor Van den Block proposed that in
relation to specialist palliative care, a step-up/ step-down approach should be implemented when the need arises for
patients and that this should happen earlier in the disease trajectory. A cross-country (Italy, Poland, Finland, Belgium,
The Netherlands and UK) study led by the End of Life Care Research Group on dying in nursing homes, highlighted the
need for improvements in primary care and in nursing care.
Looking to the future, Professor Van den Block emphasised the need for more robust evidence based models of
general and specialist palliative care demonstrating their effectiveness. There is also a need for better referral
criteria and instruments to specialist services; a step-up/step-down approach to palliative care; multidisciplinary
collaboration in medicine and in social care (e.g. general and specialist palliative care, gerontology, primary care). In
terms of promising research methodology, Professor Van den Block highlighted the significance of implementation
science, realist evaluation and logic models in terms of helping to identify the effective components of an
intervention and the contextual factors that really matter. Using the Process Evaluation Guide1 (Moore et al., 2015),
she and her colleagues are currently piloting an advanced care planning intervention in nursing homes where each
component of the intervention includes a theory of change2,3. An important step in this process is consultation
with stakeholders to identify the long term outcome for the intervention. The evaluation itself will measure those
elements that have been implemented effectively as well as the extent to which they have had an effect on the
primary outcome with a view that the intervention, if it is proven to be effective, may be replicated with fidelity in
other regions.

Keynote address 2:

Why supporting research activity and
research leadership in hospices and other
places of care matters.
Professor Sheila Payne, Emeritus Professor, International
End of Life Observatory, Lancaster University

Professor Payne is Emeritus Professor at the International Observatory
on End of Life Care, Division of Health Research, Lancaster University.
Professor Sheila Payne is a health psychologist with a background in
nursing. She is the Director of the International Observatory on End of
Life Care at Lancaster University. She holds honorary visiting chairs at
Monash University, Melbourne, Australia and Trinity College, Dublin,
Ireland. She is the Past President of the European Association of Palliative
Care. Professor Payne has a long track record in palliative care research
and scholarship. Her research focuses on palliative and end-of-life care for
older people. She holds a number of major international grants and has
supervised over 30 PhD students. She has published widely in academic
and professional journals and published 11 books.

1
(Moore G, Audrey S, Barker M, Bond L, Bonell C, Hardeman W, Moore L, O’Cathain A, Tinati T, Wight D, Baird J. (2015) Process evaluation of
complex interventions: a summary of Medical Research Council guidance. In: Richards D, Hallberg IR, editors Complex interventions in health:
an overview of research methods. Abingdon: Routledge)
2
Aspen Institute and the Theory of Change Report https://www.aspeninstitute.org/publications/community-builders-approach-theory-changepractical-guide-theory-development/
3
De Silva et al. (2014) Theory of Change: a theory-driven approach to enhance the Medical research Council’s framework for complex
interventions. Trials Journal, 15: 267
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The presentation focussed on the principle of how we can support research activity and what we mean by leadership
in research in hospices and other places. It also highlighted some of the key barriers to undertaking research in
hospices and palliative care settings including, lack of time being a major barrier. There remains a significant gap
between funding for cancer versus palliative care research in the UK and globally.
Professor Payne outlined a detailed framework for examining the level of research activity within hospice settings in
the UK4. This work highlighted some of the key barriers to doing research including the culture and ethos in a hospice
not always being conductive to do research; knowing what is best rather than being evidence-based in practice and
a lack of research expertise. There is also the configuration of hospices, which in the UK, are predominantly funded
by charities not necessarily affiliated with academic institutions. The framework may be used to develop and support
research capacity building within hospices at three levels, depending on available resources:
Level 1: Awareness of research
All hospices should be at this level where all professional staff are critical consumers of research. Hospices and other
clinical settings should endeavour to practice evidence-based care and offer evidence-based services. Professor
Payne encouraged more hospices to develop linkages with other stakeholders including the local primary care
network, academic institutions, etc.
Level 2: Engagement in research activities which are generated by others
At this level it is important that a hospice is sufficiently informed about the research projects it is being invited
to participate in. Professor Payne emphasised the need to increase the number of patients and carers engaged
in research by offering them opportunities to participate. What is useful at this point is to identify a research
‘champion’ and have a research policy which includes a consideration of ethical issues. Previous work by Professor
Mari Lloyd Williams (University of Liverpool) supported hospices in the UK to develop research policies on how to
examine ethical issues and make informed decisions regarding research studies to adopt and to decline. A further
point noted by Professor Payne is helping staff to understand good recruitment practices for patients and carers.
Level 3: Generating and leading research
There are really good examples of hospices in the Republic of Ireland and the UK that are operating at this level, that
is, where there is sustained research activities, generation of ideas in collaboration with others, research leadership
in the development of research capacity, and so on.
Professor Payne proposed several ways that hospices can develop or build on existing research endeavours. For
example:
• Identify guidelines on research activities and investment. These guidelines may be shared between hospices and
other clinical settings
• Link with other research active groups, networks, consortia
• Develop an affiliation with an academic centre that can provide expertise, supervision, mentorship
• Identify opportunities for research capacity building
• Develop a culture of inquiry, respect and value research
• Earmark a proportion of the overall hospice budget for research and development
• Have a “research active hospice” plaque and use it as a quality marker
• Invest in research training and conference attendance
• Identify a research ‘champion’ from clinical staff and build this into their job description (e.g. research nurse or
research leader)
• Adopt the framework for research in hospices
• Incentivise the label “research active hospice”

4.

Payne, S. et al. (2013) Research in palliative care. Can hospices afford not to be involved? http://www.hospiceuk.org
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Referring to research leadership in palliative care and what that might look like in an idea world, Professor Payne
provided some tangible examples of leading from the front, middle and behind. She emphasised the responsibility of
experienced Principal Investigators to develop and support future research leaders, citing work on middle leadership
by Dr Sally Watson (Watson & Shannon, 2006)5. In conclusion, Professor Payne invited the audience to consider the
following questions in terms of their own clinical or academic setting – how research active is the environment that
you work in right now? What are the strategies that will be useful for you to use? What are the strategies that will
be useful for you to use? What is your research culture like? What styles of leadership do you think are necessary to
make changes both within your hospice or university setting?

Panel discussion with audience participation: The potential impact of
social, cultural and political changes at a national and global level on
palliative care.

To kick-start the discussion, Professor McIlfatrick asked the panel what are the potential implications of Brexit and
other recent electoral events for palliative care and palliative care research.
Professor Sheila Payne said that mass migration of people moving across national borders is a serious issue. The
World Health Organisation states that there is currently 66.5million migrants globally and 10million are stateless.
Entire families (and generations) are moving into Europe with the situation being worse in the Middle East. This
raises questions about the how these regions and specific countries are going to provide palliative care for children
and adults. What kinds of conditions are those people going to face at their end of life when the structures or
support to provide palliative care are not available? Looking to the advantages of mass migration, will mass migration
particularly of a younger generation change the population demographics which have been consistently aging?
Continuing, Professor Philip Larkin highlighted the ongoing need for the palliative care community to adopt
a common language that clearly expresses to politicians what it does. He observed that countries which are
successfully integrating palliative care into services are ones that have learned how to get a succinct message across.
It is imperative that we convey who we are, what we do and what we do not do.
Dr Joan McCarthy stressed the importance of social justice and of being inclusive of different traditions and
cultures in relation to death and dying. She referred to the issues and demands that Brexit may pose particularly
for researchers who may already be struggling to create a longer-term career trajectory. Dr McCarthy suggested
that hospices and other clinical settings have an opportunity to direct some of their funding towards research on a
particular topic which might offer researchers some continuity.
Free to download as an e-book http://bookboon.com/en/leading-from-the-middle-ebook

5
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Dr Regina McQuillan raised the point that there is still no right answer to the question of whether people should die
at home or not and rather, it depends on what is culturally appropriate. She spoke about the collectivist view of a
‘good death’ versus the individualist view, emphasising that we must avoid imposing a model on other people. For
example, in Ireland it is mainly about being symptom-free, knowing you are going to die, having made an advanced
care plan, and dying in your chosen place. However, this might not be culturally or spiritually appropriate for others.
Professor Van den Block revisited the need for having a succinct message for palliative care, reflecting on Belgium’s
successes. She believed that what really advanced palliative care in her country is having the right people at the
right time with the right ideas.
Responding to a question from the audience in relation to supporting the next generation of palliative care
researchers to preserve criticality in the face of the dominant culture (e.g. nationalism), Professor Larkin said that
interdisciplinary collaboration can support this and cited the social justice strand within the Palliative Care Research
Network as an example of leading from the middle.
There were several contributions and additional questions form the audience during the panel discussions,
highlighting the need for palliative care and palliative care research to remain dynamic in terms of responding to
changing social, cultural and political challenges now and into the future.
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STRATEGIC DEVELOPMENT OF THE PCRN
Annual review of the Palliative Care Research Network (PCRN)
During an eighth-month period, AIIHPC together with representatives from the PCRN, Professor Philip Larkin (UCD)
and Professor Charles Normand (TCD) participated in the HRB's annual review of the Research Network. Following
submission of an annual report for 2014-2015 which was approved by the PCRN’s Research Governance Committee,
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 strategic proposal was submitted to the HRB seeking further infrastructural funding for two new halftime project manager roles over three years. These two new roles in project management and knowledge transfer &
exchange will support the strategic development and impact of the network as it continues to promote and produce
palliative care research on the island of Ireland and internationally.
Palliative Care Research Network Strategic Scientific Committee
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. Following on from a very successful research
symposium in December, the Committee held its first full meeting in 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 the Institute's service user/carer forum, Voices4Care. For a list of members see Appendix A.
Next steps (2017):
• Secure funding from the Health Research Board and the HSC Research and Development Division, Public Health
Agency for the appointment of two new half time Project Manager roles
• Ensure quarterly meetings of the PCRN’s Research Governance Committee and the Strategic Scientific Committee
• Develop Research Strategy 2017 - 2022
• Attend EAPC’s 15th World Congress (May 2017)
• Organise 6th Annual PCRN Symposium 2017
• Disseminate PCRN core and aligned projects
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APPENDIX X: PCRN STRATEGIC SCIENTIFIC COMMITTEE MEMBERS
NAME

ORGANISATION

Professor Sonja McIlfatrick, Chair
Dr Suzanne Guerin, Secretary
Professor Kevin Brazil
Dr Alice Coffey
Dr Frank Doyle
Dr Lisa Graham
Dr Geralyn Hynes
Ms Bridget Johnston
Mr John Joyce
Professor Phil Larkin
Ms Annie McHale
Dr Dorry McLaughlin
Professor Charles Normand
Dr Norma O'Leary
Dr Martina O’Reilly
Professor Eamon O’Shea
Professor Anthony Staines
Professor Sheila Payne

Ulster University
University College Dublin
Queen’s University Belfast
University College Cork
Royal College of Surgeons Ireland
Marie Curie Hospice
Trinity College Dublin
Trinity College Dublin
AIIHPC Voices4Care
University College Dublin
AIIHPC Voices4Care
Queen’s University Belfast
Trinity College Dublin
Our Lady's Hospice & Care Service
Milford Care Centre, Limerick
National University of Ireland Galway
Dublin City University
International Observatory on End of Life Care, Lancaster University

IN ATTENDANCE:
Dr Gail Johnston
Dr Donna Tedstone
Dr Tara Murphy

HSC R&D, Public Health Agency, Northern Ireland
Health Research Board, Ireland
Programme Manager Research, AIIHPC
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Contact Us
Karen Charnley
Head of Insititute
All-Ireland Institute of Hospice and Palliative Care
Education and Research Centre
Our Lady’s Hospice and Care Services
Harold’s Cross, Dublin 6.
Tel: +353 (0)1 491 2948
Email: info@aiihpc.org

PCRN | Early Research Career Forum
KINDLE Project

27

