[image: ]








Improving Support for Unpaid Carers
IMPACT Facilitator Project 2025/26 (Northern Ireland)
Orla Fitzsimons, October 2025


Project Background
IMPACT is a UK centre for implementing evidence in adult social care, with the vision that ‘good support isn’t just about ‘services’ - it’s about having a life.’ In pursuit of this, the key objectives for the centre are to enable practical improvements on the ground and make a crucial contribution to longer-term cultural change. One way to achieve this is through Facilitator projects. Topics for these twelve-month projects are proposed by the host agency, and a Facilitator is appointed to support bottom-up change. Based in the host agency, Facilitators lead an evidence-informed Theory of Change project. Findings and outcomes are shared for replication across the sector.

[bookmark: _Hlk212577457]The Improving Support for Unpaid Carers Facilitator project was co-hosted by the South Eastern Health and Social Care Trust (South Eastern HSC Trust), Carer Support Service in Ballynahinch Community Services, and Carers NI. The Carers Support Service in the South Eastern HSC Trust provides a central point of contact for carers of all ages and provides information, advice and signposting to relevant groups, organisations, and support networks within and outside of the South Eastern HSC Trust. Carers NI is part of Carers UK and is the leading national charity for unpaid carers. It advocates for carers at a national level and connects unpaid carers from across Northern Ireland.

Pre-Project Evidence 
An evidence review was conducted by IMPACT to synthesise key findings from research, policy, and practice literature relevant to improving support for unpaid carers. Two key themes emerged:
 
Theme 1: The support and information needs of unpaid carers
Unpaid care encompasses a broad range of experiences, reflecting a diverse range of support needs. The policy literature identified commonalities in the experiences of unpaid carers across Northern Ireland that included the negative impacts of caring on mental, financial and physical health and wellbeing, and unpaid carers experiences of burnout and social isolation, while most of the academic literature focused on the needs of specific groups of unpaid carers. 

However, despite the diverse range of needs of care-recipients and characteristics of unpaid carers, limitations in support for unpaid carers to manage their own health and wellbeing and for reducing carer loneliness, isolation, distress, levels of stigma and judgement were identified. Other evidence suggested that the academic literature is often centred on the needs of the care-recipient and supporting carers to be able to provide better care, rather than the health and well-being of unpaid carers. The review also revealed that a quarter of unpaid carers in Northern Ireland are living in poverty, which was attributed to challenges in combining paid work with unpaid care, accessibility issues for unpaid carers, inadequate support from social security, and increasing costs of essentials such as food, transportation, and energy. 

While more accessible support systems and services for unpaid carers and the people they care for are required, the evidence suggested that this should be personalised, targeted to improving the identification of unpaid carers, and responsive to unpaid carers’ expressed needs when supporting their loved ones. In addition, training, support, and information should also be provided for unpaid carers that focuses on specific diagnoses, management, and treatments during the life transitions of the person being cared for. Moreover, the evidence recommended that advice for unpaid carers should be accessible, meaningful and include information about educational and financial support. 

Theme 2: The need for improvement in community health and social care services for unpaid carers and the people they care for 
The evidence demonstrated widespread agreement on the need to improve adult social care to better support people to live as comfortably and independently as possible. Moreover, the review also found that those working in social care place a high value on initiatives for improvements in formal local social care systems that draw upon local practice knowledge, expertise, and evidence. Peer support was also evidenced as a valuable tool for sector-led improvement. Suggestions for improving support included providing clear sources of information and opportunities for unpaid carers to connect with others in similar circumstances. 

Developing a Theory of Change and Project Aims
A local Theory of Change was developed together with the host organisations and the following project aims were agreed:

1. [bookmark: _Hlk212021385]Highlighting Unpaid Carers Voices: Exploring with local unpaid carers and support organisations, South Eastern HSC Trust and Carers NI staff about:
· ‘What works’ in terms of unpaid carers services and supports within the South Eastern HSC Trust area?
· What are the main issues that unpaid carers in the different unpaid carer groups feel are important for obtaining information about and access to effective unpaid carer focussed services and support in the local area?
· What should change to improve unpaid carers experiences of obtaining information about and access to effective unpaid carer focussed services and support in the local area?

2. Case Studies by Unpaid Carers: Constructing two/three case studies with unpaid carers to highlight: 
· What is important to unpaid carers to support them in their caring role?
· In unpaid carers’ view, what works to support them and their loved ones? 
· What needs to change regarding the information and support that the South Eastern HSC Trust gathers, and service organisations deliver to support unpaid carers?

3. Data Systems Scoping: Exploring with the South Eastern HSC Trust and the Department of Health NI staff:
· [bookmark: _Hlk211952002]How is data and information gathered/generated by the South Eastern HSC Trust on unpaid carers, including processes used to identify unpaid carers from all unpaid carer groups?


Project Engagement and Collecting Evidence
Gaining unpaid carers’ views
Seventy-one unpaid carers in the South Eastern HSC Trust geographical area were recruited from existing support groups and via South Eastern HSC Trust and voluntary staff. All 71 participated in group or individual meetings, either online using Microsoft Teams or via in-person meetings, or telephone calls, between February and June 2025. All unpaid carers were asked to share their views by answering the following questions: 
1. What do we mean by ‘support’ for unpaid carers, and what does good support look like? 
2. What do you think are the main issues with getting good support as an unpaid carer? 
3. What do you think should change to make it easier for unpaid carers to receive this good support?	

Table 1 shows the number of unpaid carers from different carer groups who participated in the project. It is also important to note that many unpaid carers who participated care for multiple loved ones across more than one of the carer group categories they were recruited from.

Table 1: Numbers of Project Participants for each Unpaid Carer Group
	Unpaid carer of a person/persons with mental health/addiction issues

	10

	Unpaid carer of an older person/persons

	15

	Unpaid carer of a child/young person with additional needs/disabilities

	17

	Unpaid carer of a person/persons with learning disabilities

	15

	Unpaid carer of a person with physical disabilities

	10

	Unpaid carer who is also working

	20

	Unpaid carer of a person/persons with autism/ADHD

	7

	Unpaid carer of a person with a life limiting diagnosis/condition e.g., cancer/stroke/heart disease/rare condition
	3



Three of the 71 unpaid carers also volunteered to speak to the Facilitator to provide a more in-depth perspective on the project questions.

Coproducing outputs and recommendations
Three unpaid carers were invited to contribute to the creation of case studies to be presented in an animation for the IMPACT project page. 

Ten unpaid carers also took part in a final project coproduction event held in October 2025 in Ballynahinch, County Down, where staff from statutory and community and voluntary services were also invited to contribute to discussions of unpaid carers’ recommendations for change and to refine a set of recommendations for the host organisations to take forward. During this event, the IMPACT Facilitator shared the suggestions made by unpaid carers during earlier stages of the project. Attendees were then invited to discuss their thoughts on suggested recommendations for change in small groups, with a nominated ‘table facilitator’ who guided the discussion, took notes, and shared key points with other groups. The event concluded with the IMPACT Facilitator summarising what had been said to invite comments and finalise the set of recommendations. 

Exploring data
The data systems scoping activity explored whether there was data on unpaid carers that could be added to census data to better inform service planning for unpaid carers. This involved bringing together the project host organisations, staff from the Centre for Care at the University of Birmingham who had developed the Unpaid Care Dashboard (Unpaid Care Dashboard | the Centre for Care), the South Eastern HSC Trust Lead for their data systems, and the Department of Health in Northern Ireland. An online focus group of was arranged so unpaid carers could view the dashboard and give feedback to Centre for Care staff.

Key Findings
Information collected from unpaid carers provided evidence from lived experience about the support and information needs of unpaid carers, and their insights and suggestions about what improved support might look like in the future. These findings were categorised into three themes: peer support and social connection; unpaid carers’ wellbeing; and Information and communication. A fourth and final theme is data on unpaid carers.

Peer support and social connection
Peer support activities with other unpaid carers was consistently highlighted by unpaid carers as being the best form of support for them. Meeting regularly with others going through similar experiences helped them recognise that they were not on their own, encouraged them to build relationships with others, and gain breaks from caring. Peer support activities also provided emotional and important practical support from others with similar challenges. A key part of peer support groups was being able to say just how you were feeling and know that others have experienced the same:

“Peer support is us as unpaid carers getting together to talk and vent…that’s what I feel would best support me and my mental health.” (Parent carer of an adult with learning disability)

It was noted that some support groups had lost or reduced funding, leading to calls for greater collaboration between the South Eastern HSC Trust and local councils to work together to support, fund and facilitate support groups. 

Some unpaid carers had used the South Eastern HSC Trust Carer Support Service:

“SEHSCT Carers Service offer amazing opportunities for carers to attend a wide variety of outings, activities, walks for carers which are completely free…These give such good time out from caring responsibilities and opportunities to meet with like-minded people.” (Unpaid carer of family member with an acquired brain injury)

Two key challenges were noted by unpaid carers in accessing such support. The first was that they had no family to cover their caring responsibilities and therefore would need a paid carer to be with the person they cared for. This led one unpaid carer to reflect on a service that was no longer available where an acquired brain injury service had monthly sessions for unpaid carers and at the same time the person they cared for attended another activity in the same building. The second challenge was that some people did not have a car and community transport was not always available.

Unpaid carers who were also working or had given up a job or career or had reduced their working hours because of their caring responsibilities, highlighted the importance of peer support from colleagues in the workplace, revealing how being in work gave them a vital break from caring alongside helping support their families’ financial wellbeing. Unpaid working carers also described what ‘good support’ looked like for them in their workplaces and from services:

“My employer has been so supportive…I am invited to work meetings ‘attend if you can’ from my manager…I’m getting the best support from my employer and I’m also aware that my manager support isn’t offered to all employees…I want all unpaid carers to get this level of support from their employer…that’s why I am here today…” (Carer of a person with terminal cancer)

Good support from employers included flexible hours and paid carers leave so unpaid carers did not have to use most of their annual leave for caring responsibilities. It was also important for employers to be understanding that unpaid carers might receive urgent calls and may need to leave work due to an issue with the person they cared for. One unpaid carer talked about having to take time out; and whilst anxious about returning to work, they had received a warm welcome from their manager and colleagues. Other unpaid carers talked about wanting to return to work but felt being a carer would go against them. 

Being in work also enabled unpaid carers to stay socially connected with their peers and local communities and services that could support them in their caring role. 
More generally, gaining early and easy access to the services the person cared for required was a significant challenge for most unpaid carers. This could result in unpaid carers missing out on peer support groups and activities. More widely, it might negatively impact their emotional wellbeing and lead to increased challenges in obtaining and sustaining employment.

“Everyone’s care needs are different and every carer needs support with different things…we need a ‘care coordinator’ for the person we care for…someone who helps us find support and services that we think we need, does all the phoning and chasing up of things for the carer, so they can get on with caring…” (Carer of a person with brain injury)

A coordinator or advocate who worked with unpaid carers was often discussed as a way to improve access to vital services and supports and is expanded upon below.  Bringing unpaid carers together for this project underlined the vital role peer support activities facilitated by a community or voluntary organisation, or a group set up and run by unpaid carers, played in what they described as ‘good support’ for unpaid carers. At the same time other unpaid carers had appreciated support groups and activities being set up and run by a service.

Unpaid carers’ health and wellbeing
Unpaid carers also shared insights about struggles that were common to their experiences of providing unpaid care and agreed that the main cause of their poor health and wellbeing did not result from providing unpaid care for their loved ones but instead resulted from the difficulties they experienced accessing services for the person they care for. They explained how these difficulties also affect the emotional wellbeing and health of the person receiving care, further enhancing the stress and feelings of guilt experienced by unpaid carers. In addition, they discussed how ‘good support’ for their own mental wellbeing was not always available or accessible to them:

“Becoming a carer for my husband...the grief at his diagnosis…the massive change in our lives…I am just expected to smother that and get on with things…everyone says, ‘look after yourself’…but I can’t!” (Carer of an older person with dementia)

Health and social care supports that were seen as difficult to access included but was not limited to: support for children with additional needs in school from the Education Authority; planned and emergency short breaks for unpaid carers; early intervention mental health services for children and adults with additional needs (Autism/ADHD) who do not have learning disabilities; support for young people with disabilities/additional needs transitioning into adult social and healthcare services and from school to FE/HE/employment and training; access to Direct Payments/Self Directed Support for children and adults with additional needs/disabilities/health conditions; and accessing and maintaining home care packages. 

Some unpaid carers described frustration in gaining paid home care or personal assistance. Challenges included not being able to get a service in a rural area due to the lack of independent companies prepared to cover travel costs. The lack of scope to delegate some basic ‘health’ tasks, due to perceived risk averse decisions, also impacted on the delivery of paid care. This restricted the everyday lives of both the cared for person and unpaid carer. Unpaid carers compared this to the lack of training they had been given themselves for the same tasks, and that obtaining and maintaining equipment could also be difficult. However, throughout these conversations it was clear that unpaid carers viewed South Eastern HSC Trust staff positively for their level of skill and compassion.

Unpaid carers also described how ‘good support’ for their health and wellbeing would include receiving support earlier, receiving support within the workplace, and receiving support from services and professionals to help them to take a break from caring and prevent them from having to ‘fight’ for the services the person they care for requires. Additionally, good support would also involve better communication with, and respect for unpaid carers as advocates for their loved ones and for education, health, and social care services: 

“Education and health and social services must work together…at the minute they don’t…you are sent pillar to post with no help at all…within one service and across different services…no one seems to be interested in helping you get the help your child needs…it’s a complete merry go round we go through…why?” (Parent carer of a child with additional needs)

A few unpaid carers shared positive experiences of receiving counselling, which others felt should be a more widely available option. When discussing respite care, some unpaid carers of older people noted they had refused this as the offer was a care home. They wanted other options to be available such as carers in the person’s own home. 

Information and communication
Many unpaid carers described their own lack of awareness of being ‘carers’, reflecting the difficulties unpaid carers can experience in self-identifying as carers. Unpaid parent carers of children and adults with additional needs/disabilities specifically reported difficulties identifying as an unpaid carer, with some project participants realising for the first time that they were carers. Others felt that the ‘invisibility’ of carers in society more generally and within their local community impacted negatively on their mental wellbeing, social connectedness, and ability to access information about supports and services, including who they could contact for help, which could result in communication about services being inconsistent and ineffective. At times, some unpaid carers experienced a lack of understanding and respect by professionals in the way they were spoken to, suggesting a lack of understanding for the stresses and strains of caring: 

“It took me 6 months of phone calls chasing up people to get my mum’s support package in place…when I rang the last time, they asked me…’why did you not ring in earlier?’ I’ve no time or energy to be my own advocate!” (Carer of an older person)

In the above example, the professional may not have appreciated the prior efforts the unpaid carer had made in seeking help. Additionally, some unpaid carers spoke of declining different types of support that they knew would not help in their situation, and then being viewed as refusing help as opposed to recognising unpaid carers’ expertise in knowing what type of support would work.
 
Unpaid carers also highlighted their worries about how their ‘invisibility’ has the potential to cause difficulties with the quality and safety of the care their loved one receives from professional services, which they believed stems from a general lack of value for unpaid caring and respect for unpaid carers. 
 
Most unpaid carers thought that information to help them access the services and supports that the person they care for requires would ‘go a long way’ towards improving support for unpaid carers. The South Eastern HSC Trust Carers Support Service have an access and information service which aims to provide information and signposting to services and supports. Those who had engaged with it found it to be highly supportive. However, unpaid carers felt some information was not readily available and some professionals may not be aware of or share the range of services that were available. Some unpaid carers were aware of the Carers Register and others were not. Some talked of the value of someone spending time with them to talk through the information and options rather than just give them leaflet. 

Other unpaid carers described positive experiences of receiving information and training on the specific health and social care needs of the person they care for, underlining what ‘good support’ looks like, for example: 

“What I found really helpful, was my daughter was able to come in and care for my wife, so I could go to 4 sessions from Alzheimer’s Society on my wife’s dementia in the local community hall, that was really good. I learnt loads about how to help her which I didn’t know before.” (Unpaid carer for wife with dementia)

This positive example underlines the need to try to ensure that such opportunities are promoted for all who might benefit from them. Also, that some people may need support to participate whereas others have family to help them. 

Data about unpaid carers
The meeting within the South Eastern HSC Trust established that there are some key challenges in terms of the data held on unpaid carers. These challenges included:
· The small number of recorded carers assessments compared to the estimated number of unpaid carers in the South Eastern HSC Trust area.
· Such assessments might vary in terms of identifying key information that might inform local planning.
· There is a Carer Register for each Trust and some GPs have a Care Register, but not all as this is not a requirement. 
· Currently, only the South Eastern HSC Trust’s data on carers is going onto Encompass (the data system currently being enhanced to cover all of Northern Ireland) 

In summary, whilst Encompass should be able to draw down reports about those who have had assessments such as any support given, they might not give insights into unmet support needs that would improve service planning. Such data might only cover a minority of unpaid carers in that area. There is a question about how Encompass data can be viewed as a public document and therefore shared. 

These data gaps or silences were also noted by the unpaid carers and those who work with unpaid carers who were introduced to the Centre for Care Unpaid Care Dashboard in an online meeting. They were impressed with the way the Dashboard could disaggregate the census information on unpaid carers to HSC Trust areas. For example, they could see its potential to explore the impact of inequalities on unpaid carers within an HSC Trust and therefore inform where more services might be needed. 

These insights will be taken forward by the Centre for Care in their future work. 

Project Outcomes
[bookmark: _Hlk212575887]Insights gained from listening to unpaid carers’ experiences and suggestions were used to coproduce a set of recommendations for improving support for unpaid carers, and an animation on ‘Being an Unpaid Carer’. 


Recommendations for improving support for unpaid carers 
Unpaid carers’ ideas about what should change to improve information and support for them in their communities were used to coproduce a series of recommendations for the host organisations to improving support for unpaid carers living in the South East HSC Trust geographical area and there are also recommendations for the Department of Health and Social Care and the Northern Ireland Assembly. These recommendations drew upon important lessons learned about the strengths that unpaid carers often see in themselves, but which have not yet been ‘tapped into’ by policy makers and service commissioners and providers. 

Recommendations for the South Eastern HSC Trust

1. Reaching unpaid carers who are not receiving information about support. This might be achieved by:
a. Reminding social care and health practitioners of carers rights, and that some unpaid carers prefer a person to visit them to talk through options.
b. Developing a simple guide for staff about carer assessment and registers, and key sources of support that they can share and discuss.
c. Building a community (via HSC Trust, council, and voluntary sector) capacity to promote and provide easy access to information for unpaid carers.
d. Regular local media campaigns may help to reach unpaid carers.

2. Growing the availability of peer support to unpaid carers by unpaid carers. This might be achieved by:
a. Identifying any gaps around the different types of long-term illness and disability.
b. Supporting the development of new groups to address these gaps.

3. Enhancing service responses to unpaid carers. This might be achieved by:
a. Training and support for staff who receive referrals to improve sensitivity to unpaid carer stress, needs, and their expertise.
b. Promoting a partnership approach with unpaid carers when considering the needs of their loved ones.
c. Increasing substitute care to facilitate attendance at support groups and other activities.
d. Developing alternatives to care home stays for respite care.
e. Improving access to direct payments and support to manage these.
f. Review delegated Policy of Health tasks.

Recommendations for Northern Ireland

1. Promote the coproduction of policy, service development, planning and commissioning with unpaid carers.
2. Raise public awareness of unpaid carers and the need to improve identification of unpaid carers as early as possible.
3. With specific reference to unpaid carers who are working or who wish to return to work, coproduce guidance and a ‘Being an Unpaid Carer’ awareness campaign with trade unions for employers.
4. Consider possibilities of creating ‘community navigators’ and advocacy schemes for unpaid carers.

The ‘Being an Unpaid Carer’ animation
Three unpaid carers gave their views and time to develop a ‘Being an Unpaid Carer’ animation which brings the findings of this project alive. The hosts and other organisations and members of the public can use the animation to raise awareness of unpaid carers, their specific needs, and what good support looks like for them. The ‘Being an Unpaid Carer’ animation will be published on the project webpage in due course.

Data systems scoping
Exploring the interactive data analysis tool designed to improve understanding of unpaid care in Northern Ireland together with staff from the South Eastern HSC Trust and more widely, identified that currently there may be other reliable data on unpaid carers in Northern Ireland than the Census data. Carers Northern Ireland and the Centre for Care plan to continue to raise the data gaps at strategic levels in Northern Ireland. 

Key impacts made 
By seeking out and amplifying the voices and experiences of unpaid carers, the project outputs provide a representative view of the experiences and needs of unpaid carers and suggestions for improving support for unpaid carers. Moreover, by inviting other stakeholders in the work described above, the project has emphasised to the unpaid carers who participated that their opinions matter. The findings have already been presented at the Department of Health Northern Ireland Social Care Collaborative and at the Northern Ireland Assembly All-Party Group on Care. It is therefore hoped that this project represents the start of an ongoing process and that its impact will continue to grow. 

What worked well
A core strength of this project was the diverse range of unpaid carers who shared their wisdom derived from lived experience to shape the project and its outcomes. This was due to the Carer Support Service already having contact with a range of carer groups; and that the Facilitator already had established professional links within the South Eastern HSC Trust and the local community and voluntary sector. This meant that the 12-week focussed engagement phase raised awareness of the project across a wide range professionals and carer groups and built momentum for engagement and participation. Feedback collected during the project suggested that the Facilitator’s skills and knowledge maximised comfort and support during the project’s engagement activities. Flexibility was also key in terms of offering to visit or talk by phone with unpaid carers who wanted to share their experiences but could not attend the organised events. 

What did not work so well
The project’s theory of change included the priorities of the two host organisations, as well as the author of the data analytical insights tool at the University of Birmingham. The aims of the data analytical tool were not fully realisable due to the limited data available. It was agreed that a more strategic approach with the Department of Health and Social Services Northern Ireland was required and lay beyond the scope of the project’s 12-month time frame. 

Whilst the Facilitator gained a diverse range of unpaid carers’ views, there is a limit to what can be achieved in a part-time one-year project. For example, a decision was taken to focus on adult unpaid carers and therefore future work could focus on unpaid young carers.

Revisiting the Evidence Review
Commonalities in the lived experiences of unpaid carers regarding the negative impacts of caring on mental, financial, and physical health and wellbeing were evident, and aligned with the findings from the initial evidence review. The project’s findings regarding limitations in support for unpaid carers to manage their own health and wellbeing and for reducing carer loneliness, isolation, distress, levels of stigma and judgement also aligned well with the evidence from the research and policy and practice literature. The project’s findings regarding the value of local peer support, not only for improving the wellbeing of unpaid carers, but as a valuable tool for improving social care that draws on unpaid carers’ strengths and expertise from lived experience, also complemented the evidence review findings about the potential for the inclusion of those with lived experience for effectively improving social support services and achieving sector-wide change. 

Evidence gathered during the course of the project highlighted how the problem of ‘carer invisibility’ can contribute to the difficulties with identifying unpaid carers and their needs and providing appropriate information that was also identified in the evidence review. However, difficulties self-identifying as an unpaid carer was found to be particularly evident amongst unpaid parent carers of children with disabilities and amongst working unpaid carers who participated in the project. In addition, while the academic literature is often centred on the needs of the care-recipient and supporting unpaid carers to be able to provide better care, rather than the health and well-being of unpaid carers, evidence from the conversations with unpaid carers clearly highlighted that improving access to vital services and supports for the person they care for would be hugely beneficial for their own wellbeing in addition to support targeted towards them. Furthermore, while the evidence review highlighted the hidden financial costs of caring, unpaid carers strongly emphasised the benefits that being in work can have for unpaid carers’ emotional wellbeing as well as their financial wellbeing when appropriate support from employers can be obtained.

Implications for Wider Policy and Practice
The project has provided insights from unpaid carers in the South Eastern HSC Trust to illustrate ‘what works’ to improve their wellbeing and what ‘good’ unpaid carer support services look like. The findings also help showcase how ‘good support’ for unpaid carers can impact positively on their wellbeing and daily life and the wellbeing and quality of life of those they care for. The recommendations noted above are relevant to policy and practice relating to unpaid and paid carers across Northern Ireland and beyond. Key messages for improving support for unpaid carers is to take a strengths-based approach and to draw on their expertise. It is hoped that this will inspire policy makers, commissioners and service deliverers to reconsider their understanding of unpaid caring and engage more with lived experience-based expertise to improve social care policy and practice whether at a national or local level. 
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