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Abstracts
Exploring experiences of carers in the Covid 19 pandemic (Prof. Amanda Phelan, School of Nursing &
Midwifery, TCD)
Ireland has over 500,000+ caregivers who provide a range of supports in the community. It is recognised
that, while caregiving can be very rewarding, it can also result in psychological, physical, social and
economic stress. Adult family carers’ ages range from 18 and above and a recent study by Family Carers'
Ireland (FCI) (FCI, 2020a) with 59% caring for between 5-20 years and 57% delivering 140-168 care hours
per week. While there were significant challenges apparent in the pre pandemic period (such as difficulty
accessing services, juggling full-time employment, financial difficulties and information poverty), a survey in
May 2020 (FCI 2020b) has demonstrated the additional pressures experienced by carers during Covid 19.
While the survey had provided a general picture, this study enables a depth exploration of experiences,
generating additional important insights into carers' reality in Covid 19 and pointing to ways of alleviating
challenges.
Two methods were used to collect data: semi-structured interviews and a photovoice methodology Fifteen
participants were recruited. Data were collected via semi-structured Interviews conducted by telephone.
Data is being analysed using Braun and Clarke’s thematic analysis (2006;2021) approach.
Findings currently point to various challenges that carers’ experienced. This included coping with the
cancellation of services, managing within the public health regulations and making efforts to protect their
care recipient against infection.

SustainCare: Factors Influencing the Sustainability of Family Caregiving in Dementia (Dr Emma O’Shea,
Centre for Gerontology & Rehabilitation, School of Medicine, UCC)
Background: Families provide the bulk of community-based dementia care in Ireland. Evidence suggests
that over 60% of people with dementia in Ireland are living in the community, supported by their families.
However, the primary family carer does not exist in a vacuum; they are typically part of a wider family unit.
Little research has been done from a family systems perspective, regarding dementia in Ireland, or
internationally.
Aim: To understand the factors influencing the sustainability of supporting a family member with dementia
to remain living at home in the community, from a family systems perspective.
Methods: Qualitative interviews (N=20) were conducted with 10 families supporting a person with
dementia, across Ireland. All participants were ≥18 years of age and aware of the dementia diagnosis.
Purposive sampling was employed. Interview duration ranged from 30–85-minutes. Thematic analysis was
applied to the data. Ethical approval was obtained by the local REC.
Findings: Six superordinate elements influenced sustainability, relating to: The Person with Dementia; The
Primary Carer(s); Family Network and Dynamics; Local Community; Formal Health and Social Care Services;
and Wider Socio-cultural and political factors. From a family systems perspective, these six elements
differentially impacted upon four cross-cutting conceptual themes, each of which are discussed in detail: 1)
Values & Expectations; 2) Family Roles, Relationships and Dynamics; 3) Individual & Collective Capacity; and
4) Contextual Factors (including the impact COVID-19).

Discussion: This study has identified factors influencing the sustainability of caring for a family member
with dementia, with a specific focus on the family system as the unit of care. Better supporting resilience at
a family-level will require dedicated resources and defined actions on the part of several stakeholder
groups. Implications are discussed for families, clinicians, policy- and decision-makers, and service
planners/ providers.

Care burden, loneliness, and social isolation in informal caregivers in Ireland: before and during COVID19 (Emilia Grycuk & Dr Yaohua Chen, Global Brain Health Institute)
Background: Public health restrictions resulting from the outbreak of COVID-19 have worsened the mental
health outcomes of general population, but especially the populations at risk, such as informal caregivers.
The prepared report explores the care burden, loneliness, and social isolation of informal caregivers in
Ireland before and during the first and the second wave of the COVID-19 pandemic.
Methodology: The data used for the report are extracted from the Coping with Loneliness, Isolation, and
COVID-19 (CLIC) Global Caregiver survey. 372 Irish informal caregivers took part in this cross-sectional,
anonymous, and online questionnaire. Those informal caregivers cared for people with dementia,
intellectual disability, mental health, and/or physical health challenges. Data analyses were descriptive
followed by ordinal regression for factors associated with burden, loneliness, and social isolation, and by
analysing the cost of loneliness.
Results: Findings revealed that, compared to pre-pandemic, Irish caregivers experienced a significant
increase in care burden, overall loneliness, emotional and social loneliness, and isolation. Care burden was
associated with COVID-19 impact on care delivery, loneliness was associated with COVID-19’s impact on
caregiver’s finances, moderate and frequent social isolation prior to and during the pandemic, substantial
change in social isolation during the pandemic, and a relatively poorer mental health. A significant change
in social isolation was associated with heightened levels of social loneliness.
Conclusion: COVID-19 had a substantial impact on the care circumstances and mental health outcomes of
informal caregivers, in Ireland. Implementation of intervention and preventative measures is of high
priority, especially in the context of the potentially extended nature of the pandemic.

The Social Contract for Care Provision in Ireland (Dr Damien Brennan, School of Nursing & Midwifery,
TCD)
This research initiative entails a collaborative research process with Family Carers Ireland with the aim of
establishing conceptual clarity regarding the social contract for care giving within domestic settings in
Ireland.
Care provision within family settings is a profoundly private, intimate and interpersonal process and yet it is
shaped by large scale social dynamics including gender, family, housing, care system typologies and the
wider political, economic and philosophical orientations of the nation state. The relationship between
individuals, families and the state is thus encapsulated and embodied in the act of caregiving.
This project explores the ‘social contract’ or assumed responsibility for care provision in Irish society. In
partnership with Family Carers Ireland, this project will provide clarity regarding social policy expectations;
assumed responsibility; and the capacity of families to provide care within family homes.

Patient and Public Involvement (PPI) in the development of learning resources for GPs and family carers
(Mary Cronin and Prof. Sinéad McGilloway, Department of Psychology, Maynooth University)
The National Carers Strategy (2012) was an important step toward the recognition and support of family
carers in Ireland. However, many of the objectives regarding the identification and support of family carers
in healthcare settings have remained unmet. The CHERISH Project aims to address how carers can be best
identified and supported in community health services, with a particular focus on general practice. To
date, the CHERISH project has involved the completion of: (1) a national survey of family carers and indepth interviews with family carers and GPs; and (2) a scoping review of the international literature to
inform the development of Practice Point Guidelines for GPs. The third and final strand of the project,
currently underway, involves the development of: (a) a distance learning education programme for GPs,
with accompanying Good Practice Points; and (b) an empowerment and communication skills workshop for
family carers to support them in having productive conversations with their GP.
Both programmes have been developed with a strong focus on the involvement of carers in a public patient
involvement (PPI) capacity in order to ensure that their needs and outcomes remain central. Five family
carers with varying experiences of caring and across a range of backgrounds, were recruited for the PPI
panel and have been involved in the co-design of the GP training and the development of an educational
video for GPs as well as co-design and co-facilitation of carer workshops. The PPI panel, in their capacity as
experts by experience, have made invaluable contributions to co-producing programme design, content
and delivery.

Public and Patient Involvement with a Descriptive Qualitative Study to Explore Household Medication
Safety Among Carers (Dr Tamasine Grimes, School of Pharmacy, TCD)
The COVID-19 pandemic caused disruption to people’s household routines, wellbeing and social networks
and had the potential to affect how people manage their medication in heir homes, especially for people
who were cocooning or caring for someone who was cocooning. We undertook a descriptive qualitative
study, using interviews by phone or video call, with people who were cocooning, or their carers, to
understand how the pandemic had affected their medication management during this time. We involved
patients and the public in validating our interview topic guide and we partnered with Family Carers Ireland
to secure Irish Research Council funding to engage with family carers to analyse, interpret, disseminate and
maximise the impact of our research findings on everyday medication management practice and
policy. The project with our PPI panellists is ongoing. This presentation will provide an overview of the
practical, logistical and governance steps involved in partnering with family carers in research. It will
provide insights into considerations for the recruitment of PPI panellists, provision of training to support
research tasks, engagement with research ethics committees and research offices to ensure research
governance, and some practicalities around project management.

IdeNtifying the top 10 priotiTiEs foR Family CarErs: The INTERFACE project (Dr Irene Hartigan, School of
Nursing & Midwifery, UCC)
Background: Family carers play a vital, yet often invisible role in our society and healthcare system. In
Ireland, there are 499,904 carers - around 12.5% of the population. The pandemic has led to new and
intensified existing pressures for carers underscoring the necessity to collaboratively identify research

priorities. The interface project established research priorities for carers, in partnership with families and
key stakeholders.
Method: A priority setting partnership methodology was engaged and through collaboration with carers,
healthcare professionals and researchers, a participatory process was conducted to identify gaps in the
current literature and prioritise research questions and uncertainties. Several sources of data were used to
inform the development of a long list of questions or unmet needs of family carers. Focus group discussions
was one source if data that were conducted with family carers (n=5) and key stakeholders (n=3) to identify
and understand carers uncertainties. An iterative process of data analysis was undertaken a Multi
Stakeholder Advisory Committee to identify the research priorities for Family Carers Ireland.
Results: The top 10 researchable questions were distilled from a list of 16 and fit into 7 broad categories. 1)
economic impact and financial strain 2) Systemic issues, education, resources and policy 3) technology 4)
support services and infrastructure 5) mental health and wellbeing of the carer 6) carers in society 7)
Recognition and acknowledgment of the family carer.
Conclusion: The partnership approach of this project allowed the ‘ground-up’ development of research
priorities for carers by carers. The COVID-19 pandemic served to magnify systemic issues already present in
society, as well as highlight new burdens. The identification of 10 researchable questions will guide further
investigation to improve the support and wellbeing of family carers. Research priorities can help shape
reform and create awareness in the community regarding the role of family carers.
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