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[bookmark: _Toc237350882]Executive summary
[bookmark: _Toc237350883]Purpose and approach
Self-Directed Support, usually shortened to SDS, is the approach used in Northern Ireland to give people more say over their social care. Support planning should begin with the person’s life, identify what they want to achieve or maintain and connect those outcomes with the support that will be arranged.
SDS Voices and Choices was established as part of the IMPACT Supported Planning Demonstrator project. We wanted to understand what SDS and support planning looked like from the perspective of people using SDS and family carers, and to use their insights to shape the learning, information and resources developed through the project.
People volunteered following an open call, so the group was self-selecting. Two online groups met over four rounds of discussion. Eighteen people attended the first round, with 15 attending at least one further session. Individual interviews were also offered to people using SDS directly. Participants brought experience of different disabilities, health conditions and support arrangements. Family carers were the larger group, but the work also included people using SDS for their own support.  Participants had the opportunity to sense-check and provide feedback on this report.
The qualitative findings illustrate the experiences of the people we spoke with. They are not intended to represent everyone using SDS or caring for someone who does, or to show how common various experiences are across Northern Ireland.

[bookmark: _Toc237350884]What people told us
People often told us two things at the same time. They valued SDS because it could make an enormous difference to everyday life, but they also described the work involved in making it happen.
As one parent put it:
“I think it’s great because that is what my sons want. [But] it takes up so much of my time, so all of my time.”
A daughter explained that a Direct Payment had enabled her father to remain at home:
“I was so glad to get the direct payments, which meant that my dad, who desperately did not want to go into a nursing home, that I could get him more care and it all worked out really well.”
Other examples included SDS enabling support to be built around the familiar weekly routines of a woman living with dementia, personal assistants who enabled a deafblind person to go to cafés, restaurants and on trips, and a disabled person with complex healthcare needs taking part in choosing the people who supported him. These examples show what person-centred support can mean in practice. It can enable someone to remain at home, preserve familiar routines, choose who provides different elements of their support and take part in ordinary activities.
Although the original focus was support planning, people rarely discussed the plan as a separate document or distinct process. They talked about the whole SDS journey: finding out about SDS, assessment, decisions about the budget, support planning, recruitment, payroll, relationships with professionals and review.
A plan about getting out into the community meant little if a suitable personal assistant could not be recruited. A goal of greater independence was not achieved if a family member still had to carry out essential healthcare tasks. A detailed plan did not help if nobody responded to it or the person did not receive a copy they could understand and use.
Access to SDS was also uneven. Some people found out through social workers, while others relied on families, disability networks, voluntary organisations or information from outside Northern Ireland. People without an allocated social worker could find it particularly difficult to know where to begin. Participants did not all start with the same knowledge, confidence or connections. They felt that information needs to begin earlier, explain what SDS could make possible and set out the balance of choice, flexibility and responsibility involved.
Experiences of support planning varied considerably. Some people described helpful conversations about the person’s routines, relationships, communication and goals. Others were sent a form and left to complete it themselves. People wanted a structure that supported a good conversation rather than replacing it. They also wanted an accessible copy of the agreed plan, clarity about who could see it and a way to correct or update it. A completed plan needed to lead to action, with responsibilities and expected timescales recorded.
Choice and control also came with substantial responsibility. Individuals and families described recruitment, vetting, contracts, insurance, payroll, staff supervision, training, monitoring, professional coordination and arranging cover when a personal assistant was absent. Several participants had become skilled employers and valued choosing the people providing support. However, the same arrangement that increased choice for the person could place a considerable workload on the family member managing it.
Family carers often undertook this work alongside employment, caring responsibilities, their own health needs and worries about the future. Some became the emergency cover, carried out healthcare tasks and held together information spread across different services. They felt that responsibility therefore needs to be clearly explained, genuinely chosen and properly supported. Family involvement should not be treated as unlimited or permanently available.
A support plan was only useful if the agreed support could be put in place. Recruitment, training, reliable cover and the future capacity of family carers all needed to be considered. Short funding periods and frequent reviews could make it harder to recruit and retain personal assistants.
People had mixed experiences of review processes. Some described useful contact with workers who knew their circumstances and adjusted support when needs changed. Others associated reviews as mainly involving financial monitoring or repeatedly defending an existing package. People accepted the need to account for public money, but wanted reviews to return to the person’s life and ask what had changed, what was working and whether the arrangement remained manageable.

[bookmark: _Toc237350885]What this means for support planning
The findings suggest that person-centred support planning should:
1. begin with the person’s life, relationships, strengths, routines and priorities;
2. involve the person through communication that works for them;
3. use family knowledge without replacing the person’s voice;
4. connect the assessment, budget and support plan;
5. test whether the proposed support can actually be arranged;
6. provide the person with an accessible copy of the agreed plan;
7. record actions, responsibilities and expected timescales; and
8. review outcomes and the sustainability of the arrangement, while keeping financial assurance proportionate.
[bookmark: _Toc237350886]How the work shaped the user guide
The SDS User Guide developed as part of the project was co-produced with people using SDS for themselves and family carers. Participants helped shape its structure, messages, language and content, and shared tools and templates they had developed or found useful. Their contribution was combined with discussions with SDS Leads and other staff, and with accessibility learning from the British Deaf Association.
The original guide had initially provided mainly operational information for someone who had already chosen a Direct Payment. Participants told us that support was needed much earlier than this. The redrafted guide now begins with SDS, choice and control and follows the person’s journey through assessment, decisions, support planning, arranging support and review. It explains benefits and responsibilities together and includes practical examples, checklists and clearer information about advocacy, complaints and review.
[bookmark: _Toc237350887]Summary
SDS Voices and Choices showed both what SDS could make possible and the work involved in making it happen. The central message is that support planning is not a one-off form. It is a continuing process that needs to connect the person’s life with assessment, funding, practical support and review.
The test for future implementation is whether each part of the SDS journey helps the person understand their options, make decisions, put support in place and change it when needed. That is how choice and control become meaningful.
[bookmark: _Toc237350888]Full report
[bookmark: _Toc237350889]Background and purpose
[bookmark: _Toc237350890]What is Self-Directed Support?
Self-Directed Support, usually shortened to SDS, is the approach used in Northern Ireland to give people who are eligible for support more say over their social care. It starts with the person’s own life: what matters to them, what they want to achieve or maintain, the support already available through family and community, and where paid support could help.
There are four ways of arranging support in Northern Ireland. The Trust can arrange the support, the person can receive a Direct Payment and arrange it themselves, a provider can manage a Managed budget where this option is available, or the options can be combined. Each offers a different balance of choice, flexibility and responsibility. People need clear information about all four before deciding what will work for them.
Support planning sits at the centre of SDS. It brings together what matters to the person, what they want to maintain or change, how they communicate and make decisions, who is involved in their life, how support will be arranged, what responsibilities and risks need to be managed, and how progress will be reviewed. A good plan should make choice and control practical. A poor one can become another form that repeats information without changing what happens.

[bookmark: _Toc237350891]About IMPACT and the Support Planning Demonstrator
IMPACT is a £15 million UK centre funded by the Economic and Social Research Council and the Health Foundation. It works with people and organisations across adult social care to help evidence make a difference in practice. Its starting point is that “good support isn’t just about services, it’s about having a life”.  Demonstrator projects use research, practice knowledge and lived experience to work on an important issue in a local or regional system. 
The Northern Ireland Demonstrator project on SDS Person-centred support planning ran from September 2025 to August 2026. It was hosted by the Southern Health and Social Care Trust and supported by two part-time IMPACT Senior Strategic Improvement Coaches (Dr Helga Sneddon and Dr Laura Doyle). The project worked with SDS Leads from all five Health and Social Care Trusts, the Department of Health, the Strategic Planning and Performance Group, Vela Microboards Northern Ireland, community and voluntary organisations, practitioners, people using SDS and family carers. Vela Microboards was a project partner with experience of personalised support.  Although SDS also applies in children’s services, this project focused on adult social care.
The project began with a question about how the outcomes of SDS should be measured. The early evidence review and discussions with SDS Leads and Vela Microboards pointed to a more immediate issue that is critical to outcomes-focused practice. Before outcomes can be measured, they have to be identified with the person and used to shape the support arranged. The project therefore shifted focus to how person-centred, outcomes-focused support planning was being used and how it could be strengthened.
The wider project included evidence reviews, a regional survey of practitioners across all five Trusts, a review of current training, workshops with SDS Leads, accessibility work with the British Deaf Association, and the Voices and Choices groups and interviews reported here. The main Demonstrator report brings these different parts together. This companion report provides the fuller account of what people using SDS and family carers told us.
Further information about the Demonstrator and its published reports is available on the IMPACT website.

[bookmark: _Toc237350892]Why we set up SDS Voices and Choices
We created SDS Voices and Choices because a project about person-centred planning needed to be shaped by people who had tried to use SDS for themselves and by family carers who were helping a relative navigate it. We wanted to understand both what SDS could make possible and what people had to do to make it work in everyday life.  It could not rely only on policy, research evidence and practitioner views. 

[bookmark: _Toc237350893]What we wanted to learn
We invited people to help us explore four broad parts of the journey:
· what people need to know when they first hear about SDS;
· what helps during assessment and support planning;
· what helps when finding and organising support; and
· how progress should be reviewed and arrangements changed.
We also asked people to examine existing information and help improve the user resource. The questions provided a structure, but we did not ask participants to stay within a narrow consultation script. People brought the experiences that mattered to them, including points at which the process had worked well and situations in which they felt they had to fight, wait or do the work themselves.

[bookmark: _Toc237350894]Why the wider SDS experience became part of the findings
People did not talk about the support plan as a separate document. They talked about the whole experience around it. For example, a plan about getting out into the community meant little if no suitable personal assistant could be recruited. A goal of greater independence was not achieved if a family member still had to carry out all essential healthcare tasks. A carefully completed plan did not help if nobody responded to it or if the person did not receive a copy they could use.
One family described the frustration of submitting a support plan and feeling like it had not made any difference.  They had submitted a profile and support-planning document that included training the personal assistants in healthcare tasks. They said they sent it twice and received no response. They summed up the experience as: “So they have the support plan, but they don’t do anything about it.” 
Another parent described a support package that allowed her daughter to attend a day opportunity with one-to-one help, but the three-month review cycle made the arrangement feel insecure. For these families, the plan could not be separated from whether decisions were followed through and whether the support was sustainable.
The wider discussions therefore became part of the findings because they showed how planning worked in everyday life. People experienced assessment, budget, plan, recruitment and review as one connected journey, even when services treated them as separate processes.

[bookmark: _Toc237350895]How we worked
We used a qualitative, co-production approach. Participants reviewed existing resources, shared their experiences of SDS and identified what would have helped at different stages. Two online groups met over four rounds of discussion. Eighteen people attended the first round, with 15 of these attending at least one further session. Participants received £60 or an equivalent voucher for each session, recognising the time and expertise they contributed.
Participants volunteered following an open call, so the group was self-selecting. It is important to note that the findings illustrate the experiences of the people we spoke with. They are not intended to represent everyone using SDS or caring for someone who does, or to show how common particular experiences are across Northern Ireland.
The groups included people using SDS directly and family carers, although carers were the larger group. Participants brought experience of learning disability, autism, ADHD, dementia, Parkinson’s, neurological conditions, physical disability, complex healthcare needs and combined sensory loss. Some had managed Direct Payments for many years, while others were only beginning the process. Their support arrangements also varied considerably.
Family carers spoke about their own experience, the work they undertook and their knowledge of the person they supported. Their accounts were included in their own right and not treated as substitutes for the person’s voice.
Dr Helga Sneddon and Dr Laura Doyle co-facilitated the group discussions and undertook individual interviews. After the initial session, some people using SDS directly told us that it could be difficult to explain a complex and personal experience in a large online group. Participants were also therefore offered opportunities for individual interview as well as sending through additional thoughts by email or using a Microsoft Form. These approaches allowed direct users to discuss experiences that had been less visible during the group sessions.
The transcripts, interview notes, meeting chat and written participant feedback were analysed thematically. The analysis looked across the different discussions and interviews rather than treating each meeting separately. We identified recurring patterns, compared the perspectives of people using SDS and family carers, and considered experiences that differed from the main pattern. 

[bookmark: _Toc237350896]Seeing the people behind the themes
Before setting out the main themes, we want to give the reader a clearer sense of some of the individuals behind them. Their lives and support arrangements were very different, even where they raised similar issues. Each of the following case studies brings together an anonymised account of what one person or family told us. They are not composites, and we have not added details to make the stories more complete.

	[bookmark: _Toc237350897]Remaining at home in later life: A daughter arranging support for her father
One carer we spoke with took on a direct payment because her father desperately wanted to remain at home rather than move to a nursing home. She did not remember a formal support-planning conversation and described the early stage as a leap of faith. She was already working and caring, and the operational information made the responsibility feel formidable.
Her experience also showed what could make the arrangement work. Social workers were responsive when needs changed, an independent organisation helped with the practical requirements, and she gradually built a trusted team. Once she understood the system and had reliable people around her father, the arrangement became a source of confidence rather than fear. She enjoyed working with the team and knew her father was supported by people he knew.
“It did feel very difficult to sort of navigate it … But then in the end, when I got used to it, I actually enjoyed working with the team of really excellent people I had got around me.”
Family carer
This carer’s experience included both the difficulty of getting started and the difference the arrangement eventually made. Responsive social workers and practical help from an independent organisation helped turn something that initially felt daunting into support that worked well for her father.




	[bookmark: _Toc237350898]Preserving an ordinary week for a woman with dementia: A daughter building support around her mother’s routines
Another carer described how she arranged support for her mother, who was living with dementia. The social worker had brought a very basic example of a plan and did not spend long developing it. The daughter happened to know what person-centred planning could look like, so she created a more detailed plan and guidance for the workers herself.
She began with the life her mother already knew. Monday was the day for the weekly shop. A Wednesday might involve charity shops, a walk and lunch. Friday could include a familiar trip to Marks and Spencer. 
She understood some of the challenges her mother could experience when people asked her what she wanted to do.  Her mother often answered open questions by saying she did not want to go anywhere, so the family offered two concrete options (e.g., “Do you want to do X or do Y”) and watched how she responded. This reduced pressure while keeping her involved in everyday decisions.
The carer understood that the plan would need to change as dementia progressed. Its purpose was not to freeze a weekly timetable. It was to help workers recognise the person behind the diagnosis, communicate in a way that worked for her and preserve familiar sources of enjoyment and independence for as long as possible.
“I knew exactly what I would want the carer to do to help my mum, for her to be as independent as possible, and for her social needs and quality of life ... I wanted to continue with that rota because she’s physically able and that she’s involved in it.”
Family carer




	[bookmark: _Toc237350899]Choice, healthcare tasks and the limits of family capacity: A disabled person and family supporter seeking a workable healthcare arrangement
A disabled person with complex healthcare needs took part with his mother who carried out his essential healthcare tasks. They described a period in which the family provided the support themselves, followed by a commissioned provider that they considered unsafe and unsuitable. Direct payments were offered after that arrangement failed.
The direct payment gave the person meaningful control over who entered his home. The family recruited six employees locally and he interviewed prospective candidates so he could decide who felt right for him. However, the personal assistants had not been trained to undertake the delegated healthcare tasks. His mother therefore remained responsible for work that had to be done regardless of her own health. She described continuing when she had a fractured ankle and shingles because there was no alternative.
They completed and returned a profile and support-planning document that included the outcome of training the PA team. They said they received no response on two occasions and later did not recognise the plan recorded on the electronic system. For them, the failure of the plan was inseparable from the unresolved healthcare tasks and the family supporter’s inability to step back.
“[My son] explained that he wanted choice, flexibility and independence … because he wanted his PAs trained up to do the healthcare tasks that I am doing … The tasks have to be done. So, the PAs need to be trained up to do them.”
Family carer




	[bookmark: _Toc237350900]Using SDS with combined sight and hearing loss: A deafblind person using two personal assistants
One person using SDS directly had combined sight and hearing loss. They had first encountered SDS through information from Scotland and the British Deaf Association rather than through a clear local introduction. They described initial local uncertainty about the scheme and an assessment that did not, in their view, understand the implications of their sensory loss. They accepted a small offer of support and later received a direct payment when their needs changed.
At the time we spoke, two personal assistants supported them. The arrangement helped with practical needs, including information on food labels that the person could not see, but it also supported a fuller life: cafés and restaurants, walks, trips and adventures. The person described that the right PA needed to understand how he communicated, not merely complete a list of tasks.
The person found one PA through trusted relationships in the Deaf community and sign-language networks. A relative with financial knowledge helped administer the direct payment. Those networks were enabling, but the person was clear that not everyone would have that type of support to help them. When either PA was unavailable, family or community members sometimes stepped in at short notice. There was no reliable relief arrangement. The person did not recall receiving an accessible copy of the plan and thought a digital version might exist.
“Sometimes it works and sometimes it doesn’t.”
Deafblind person using SDS directly, describing cover when PAs were unavailable

This person would still recommend SDS to other people with combined sensory loss. Their account showed that accessibility was not a single format. It involved face-to-face explanation, enough time for interpreted communication, awareness that sign language is not uniform, professionals who understood SDS and deafblindness, independent advocacy, appropriate financial safeguards and access to PAs with the right communication skills.

	[bookmark: _Toc237350901]Repeated reviews and experiencing transition: Parents supporting an adult daughter with a learning disability
One parent described an assessment of need for their adult child that had remained incomplete for almost two years. At one meeting, 11 professionals contributed recommendations, yet the parent questioned how many had met her daughter. Some suggestions looked reasonable in service terms but did not fit the person and risked causing distress.
“I’ve gone to meetings with 11 professionals around the table and they’re all making input on her … and I said, has anyone here actually even met her?”
Family carer
The family used a mixed package that included 30 hours of direct payments. Their daughter could attend a day opportunity only with one-to-one support, so they used the direct payment to employ a PA who accompanied her. Without the PA, the opportunity was not actually available. The parent felt that this personalised arrangement was working, but the package continues to be reviewed every three months.
The cycle affected the family and the worker. The parents felt they repeatedly had to justify support that was already achieving its purpose, while the PA could only be told that the job might continue for another three months. This made long-term planning and retention more difficult.
“Every three months we have to go and basically defend the package … What we think is working, and it is working, can very easily be taken away.”
Family carer
This parent also spoke about her daughter’s move into adult services. She described the transition worker as one of the genuinely helpful parts of the process. This worker accompanied the family to explore options and provided a recognisable point of contact. However, the transition was still not complete when that role ended, and the family was left without an allocated social worker.
The parent described referrals to psychology and psychiatry starting again from the back of the waiting list, despite regular involvement from children’s learning-disability services. 
“We don’t have a social worker, so now we’ve been left in absolute limbo. … All the referrals were all back at square one again … she started from scratch again, which is just crazy.”
Family carer 
Her description of her family’s experiences linked transition, workforce knowledge and peer support. Other parents regularly contacted her to ask her advice on how to navigate the system. She could share what she knew but did not think families should have to rely on another parent’s phone for basic process guidance.



	[bookmark: _Toc237350902]Long-term expertise and concern for the future: A parent managing direct payments for two adult sons
One parent had managed direct payments for many years for two adult sons. She was clear that the arrangements were valuable because they were what her sons wanted and allowed them to choose their personal assistants. Over time she had accumulated substantial knowledge about insurance, payroll, vetting, monitoring and the practical limits on the use of funds.
She also described a difficult transition into adult services for her younger son. When he left school, the family received additional hours for only four weeks. She questioned how anyone could employ a new worker for such a short period. The family could use the hours only because personal assistants were already in place.
The expertise she had acquired about SDS came at a cost and she described the role as taking all of her time.  She worried about what would happen when she could no longer manage it and asked whether a system can be described as sustainable if the family is the administrator, advocate and emergency plan, but there is no clear succession arrangement.
“I think it’s great because that is what my sons want. It takes up so much of my time, so all of my time.”
Family carer
Her concern was very practical.  The direct payment account was in her name, with no clear arrangement for someone else to take it over.
“If anything happens to me ... there’s nothing in place to say that this should just carry on as it should and make it easier for my sons when I’m not here. ... I’m the named person on the bank account. Nobody else can access that apart from my sons, who aren’t financially capable of managing it. So that’s a huge issue.”
Family carer



[bookmark: _Toc237350903]

SDS offered both freedom and frustration
[bookmark: _Toc237350904]Key themes that emerged during the discussions are described below.
Theme 1. SDS could support an ordinary life, trusted relationships and greater control
People were not rejecting SDS. In fact, many began by telling us why they valued it. They talked about someone being able to remain at home, choose their personal assistants, know who would arrive and build trust over time. They also talked about keeping familiar routines and getting out into the community. The value was not in the payment itself. It was in being able to shape support around the person’s life.
	“I was so glad to get the direct payments, which meant that my dad, who desperately did not want to go into a nursing home, that I could get him more care and it all worked out really well.”
Family carer



For people receiving intimate or highly individual support, choosing the person could be as important as choosing the activity. A reliable and consistent PA could learn how the person communicated, what made them anxious, which routines mattered and when to offer help rather than take over. The deafblind participant’s PA relationship combined practical assistance, communication and companionship. The disabled person with complex healthcare needs wanted a chosen team who could provide skilled support rather than dependence on an unfamiliar service.
Carers also talked about helping relatives keep ordinary and familiar parts of their lives. The daughter of a woman with dementia did not describe quality of life in terms of a specialist service. She talked about shopping, charity shops, a walk and lunch. These things can look quite small when written as outcomes in a plan, but they mattered because they were part of the person’s usual life.
“Wednesday would be more going round the charity shops because she likes to do that or try and fit in a walk … prioritise lunch. Friday would be maybe a trip to Marks and Spencers because that’s what she used to do on a Friday. So, it was really personalising it to her.”
Family carer
Where people told us SDS was working well, there was usually a workable combination of control and support: a reliable social worker, independent advice, a stable team and enough flexibility for ordinary life. The difficulty was not that SDS could not work. It was that getting to that point, and keeping the arrangement working, was inconsistent and sometimes depended on a very high level of family effort.

[bookmark: _Toc237350905]Theme 2. People entered SDS from unequal starting points
People described hearing about SDS for the first time through many routes. Some were told by a social worker. Others learned through Centre for Independent Living, the British Deaf Association, peer networks, earlier employment, a friend or a chance conversation. A direct user summed up the consequence: “If you don’t know about it, you can’t use it.”
Several participants described being given a long handbook or operational explanation at a point when they were already stressed. One carer supporting her father read the information and initially concluded that the option was beyond what her family could take on.
	“This just sounds like too much hassle. I don’t know how to do any of this.”
Family carer, recalling her first response to the information



Other people said that the first conversation focused on what could not be done or on the number of approved hours. One carer described the introduction as: “This is the hours approved, this is what you need to do, set up the bank account.” That was operationally relevant, but it did not help the family understand the purpose of the arrangement, the choices available or the support they could expect while setting it up.
The route into SDS was harder for people who did not already have a social worker or an established connection to a team. One carer described friends trying GPs and other routes because they could not find the right point of entry.
	“If you don’t have a social worker, it’s very, very hard to initiate this process.”
Family carer



This meant that people were not starting from the same place. Some already had professional knowledge, strong disability networks or the confidence and time to keep asking questions. Others did not. If someone has to know the right question or find an independent organisation before they can understand SDS, those without the same contacts and confidence are immediately at a disadvantage. A clear introduction to SDS is part of making choice possible.

[bookmark: _Toc237350906]Theme 3. Support planning ranged from a shared conversation to unsupported form-filling
People described very different experiences of support planning. For some, it involved a conversation about the person’s routines, communication, relationships and goals. Others were sent a form by email, shown a basic example or could not remember having a planning conversation at all. Some experienced carers were able to create a useful plan themselves, but this could hide how much of the knowledge and work had come from the family rather than the process.
	“You’re basically given a PDF with all those questions on it, but you’re sort of left to fill it in yourself.”
Family carer



The people we spoke with were not against having a structure. Several wanted a good template, one-page profile, checklist or visual record. What they did not want was the form to replace the conversation. Some people needed help to understand a question, remember examples, communicate a preference or weigh up choices. Family members could also need help to ask questions in a way the person could answer. The skill was in using the structure to support a conversation, not treating completion of the document as the outcome.
The woman living with dementia gave us a practical example of supported decision-making. Her daughter offered two concrete options rather than asking a very broad question that would usually be answered with “nowhere”. The plan drew on what the family knew, while still involving the woman in a way that worked for her. This was very different from the parent who described a table of professionals making recommendations when few appeared to know her daughter personally.
One family supporter put it very simply: “If it’s going to be patient centred, it has to start with [my son].” This did not mean excluding the family or professional knowledge. In complex situations, all three were needed. The point was that the person’s life, communication and priorities should shape the discussion from the beginning.

[bookmark: _Toc237350907]Theme 4. A plan needed to be owned, accessible and acted upon
People distinguished between completing a plan and having one that changed what happened. One family described completing and returning a detailed plan twice over two years. They said they received no response. Another carer put the problem bluntly:
	“So they have the support plan, but they don’t do anything about it.”
Family supporter in a joint account



The same family later obtained a copy of what was recorded electronically and did not feel it represented the priorities they had submitted. The mother described the current version as “a waste of space” and “nothing like what a support plan should be”. She wanted a separate living document, developed with her son who needed the support, herself, the social worker and the district nurse, rather than information embedded in a record the person could not readily see or correct.
	“Nobody come back to us. Nobody spoke to us about it. Nobody spoke to us about what was being put on [the system].”
Family supporter in a joint interview



There were also concerns about ownership and accuracy. People wanted to know who could see the plan, who agreed it, how the person could obtain it in an accessible form, how an error could be corrected and what would happen after it was submitted.
The deafblind participant did not remember having a copy in a form they could use and thought that a digital plan might exist somewhere. Other participants wanted a shared profile so that a change of worker did not require them to begin again. One carer described the repeated telling of a family’s history as exhausting.
	“Because of changes with social workers, this continual need to retell your story all the time. Very exhausting.”
Family carer



It was important to participants that a shared plan did not mean unrestricted sharing. Consent, privacy and safeguarding remain necessary. What people were asking for was practical: an accessible copy, clarity about who could see it, a way to correct it and a clear link between the outcomes they had agreed, the actions that followed and the later review.

[bookmark: _Toc237350908]Theme 5. Support planning could not be separated from assessment, funding and transition
When people talked about support planning, they nearly always came back to assessment, funding and review. Some could not understand why the assessment, support plan, scheme agreement and review appeared to ask similar questions. Others described a gap between the needs identified in the assessment, what the budget would fund and what the plan was meant to achieve. Where these stages did not connect, people experienced them as repeated paperwork rather than one coherent process.
Several family carers described repeatedly demonstrating needs they believed were long established. One parent had lost a substantial package and spent a year and a half trying to restore it. Her account conveyed not only the number of assessments but the effect of doing this after years without adequate support.
	“Need hasn’t changed. … And yet the level of trying to prove the need is still there. My son hasn’t got any better. I’ve got older.”
Family carer



Transition into adult services was a particularly visible point of fragmentation. A knowledgeable transition worker helped one family explore options, but the family remained unallocated when the worker’s involvement ended. Referrals began again, previous knowledge did not travel and temporary funding was too short to support realistic recruitment.
	“All the referrals were all back at square one again.”
Family carer



This is why people kept bringing us back to the wider SDS journey throughout our discussions. A good plan could not make up for an unfinished assessment, a delayed budget or a transition where nobody seemed to hold responsibility. People needed to understand how the assessment, budget, plan and review connected, and who was responsible when they moved between stages or teams.

[bookmark: _Toc237350909]Theme 6. Choice and control came with hidden work and responsibility
People often told us about the work behind the arrangement: finding information, completing forms, opening an account, recruiting, checks, contracts, insurance, payroll, pensions, rotas, monitoring, staff supervision, training, expenses, professional coordination, review preparation and cover when someone was absent. Families did this alongside paid employment, caring and changing health needs.
	“But it was a huge learning curve, which was a bit stressful when you were already very stressed looking after a parent and working and all of that.”
Family carer



People did not reject responsibility in principle. Several had become skilled employers and valued being able to choose their team. A long-term carer described SDS as “great” because it reflected what her sons wanted. Her next sentence captured the tension: “It takes up so much of my time, so all of my time.” The same arrangement could be enabling for the person and all-consuming for the family member managing it.
Another carer who was only beginning the process said the hardest part had become managing the professional process rather than recruiting. She put questions to the professionals in emails so that decisions and commitments could be recorded.
	“The challenges for me now are, in effect, I’m trying to manage the social worker … I’m putting things in black and white in emails and I am being very direct in my questions … so that we can move forward.”
Family carer



People also wanted a much clearer explanation of the relationship between choice and responsibility earlier in the process. Greater control could mean taking on more responsibility, but people needed to understand that before deciding which option was right for them. They also needed to know what help was available. Responsibility did not feel empowering when it came without timely information, administrative support or someone to contact when the process stalled.

[bookmark: _Toc237350910]Theme 7. Relationships, continuity and workforce knowledge shaped the experience
People had mixed experiences of professional support. Some spoke very positively about social workers who returned calls, adjusted hours when circumstances changed and worked with an independent organisation to get the arrangement established. Others met workers who appeared unsure about SDS, changed frequently or could not answer practical questions. The issue was the variation. People could receive very different support depending on who was involved.
Continuity mattered because SDS cases could involve a long history, several professionals and decisions that were not visible in one place. A new worker could mean beginning the explanation again. For people with complex healthcare needs, the boundary between health and social care added another layer. Participants wanted social workers, nurses and other professionals to understand the same desired outcome and agree who would make it possible.
The deafblind participant added a different dimension to workforce capability. A worker might know the SDS rules but still be unable to conduct an accessible conversation. This person described needing face-to-face explanation, enough time for interpretation and awareness that forms of sign language and hands-on communication vary. At large events, they had sometimes been excluded because professionals or interpreters lacked confidence in the communication method.
People needed staff who understood both the values behind SDS and how the process worked in practice. A good person-centred conversation was important, but staff also needed to understand the options, direct-payment processes, delegated healthcare tasks, communication support, transition and local decision-making. Without that practical knowledge, families were left to work things out themselves. Without the person-centred approach, planning became another process to complete.

[bookmark: _Toc237350911]Theme 8. Recruitment and contingency determined whether a plan was feasible
A support plan becomes real only when suitable support can be arranged. People described recruiting through local advertising, personal contacts, disability-community networks and independent organisations. The right match mattered. A PA might need to understand non-verbal communication, dementia, autism, combined sensory loss or complex healthcare tasks, as well as share the person’s interests and be available at the right times.
Recruitment was not difficult for everyone. One family had six employees and the person using SDS helped choose them. The deafblind participant had found a trusted PA through the Deaf community. Both examples showed how valuable local relationships and user control could be. They also highlighted that not everyone has the same networks or a family member who can manage the financial side.
Other participants described a “logistical nightmare”: getting trained people, retaining several staff and managing the administration. A carer at an early stage said she understood why families might abandon the arrangement even when the person needed the support.
	“Getting people who are trained, retaining staff, managing all the admin … it’s just crazy.”
Family carer



Short-term funding could make recruitment harder. One family’s three-month review cycle meant the PA could be offered only rolling uncertainty. Another family received additional hours for four weeks, which was not a realistic period in which to recruit. Delays in checks or professional authorisation could also cost a candidate. When a PA was ill or on leave, family members often became the default plan.
For this reason, recruitment and contingency need to be discussed as part of support planning. The conversation needs to cover who can provide the support, how they will be found and trained, the full employment costs, what happens if someone is absent and whether the family is willing and able to provide emergency cover. A plan is not sustainable simply because the figures balance on paper.

[bookmark: _Toc237350912]Theme 9. Review could support learning, but often felt like scrutiny or renewed defence
People had different experiences of review. The deafblind participant kept records and had regular email contact with a social worker that worked well. Some carers described support being adjusted when circumstances changed. Others associated review mainly with bank statements, permitted spending, whether hours had been used, or the risk of losing an existing package.
The family whose daughter attended a day opportunity with a PA experienced the three-month review as repeated defence of something that was demonstrably working. The short horizon affected the worker as well as the family.
	“We’ll have to see in three months whether you’ll have a job or not.”
Family carer, describing what the review cycle meant for the PA



Other participants wanted a copy of the review and a clear explanation of how it related to the assessment and plan. A family who had returned a support plan twice without response saw no feedback loop at all. A joint interview described a review document focused on what PAs were not allowed to do rather than the outcomes the person wanted.
	“It was all about what the PAs weren’t allowed to do and nothing about what they could do or be allowed to do.”
Family supporter in a joint interview



People understood that public money had to be monitored. Their concern was that the financial check could become the whole review. They wanted the review to come back to the person’s life: what had changed, what was working, what had never been put in place, whether the arrangement was reliable and what needed to happen next.

[bookmark: _Toc237350913]Theme 10. Information needed to be staged, practical and accessible
People did not simply want a shorter leaflet. They wanted information organised around the decisions they faced. The first explanation should show what SDS might make possible and identify the broad choices. Detailed employer, payroll or monitoring information should be available when it becomes relevant. People wanted a clear journey, expected documents, named contacts, indicative timeframes and an escalation route when a step stalled.
	“There’s so much information out there, but I think it just could be in a better format.”
Family carer



Participants suggested checklists, flowcharts, examples, frequently asked questions, starter packs, videos, interactive web pages and printed copies. They wanted practical detail such as the order in which an account, insurance, payroll and checks should be arranged; the difference between the regional direct-payment rate and the wage paid to a PA; which help was free and which services charged; and what written document to expect at each stage.
Information also needed to be kept current and accurate. A long-standing carer said changes were not communicated to people already using direct payments.
	“We’re not notified, we’re not informed. They just assume we know.”
Family carer



Accessibility was wider than using plain language or ensuring an appropriate reading level. Participants and the linked BDA work identified Easy Read, Braille, audio, screen-reader compatible text, sign-language resources and less word-heavy design. The deafblind participant stressed the importance of face-to-face communication, adequate interpreter time and practitioners who understood both SDS and communication needs. They also raised independent advocacy and safeguarding where a person needed help managing money and did not have a trusted relative.
No single document could meet all of these needs. People wanted a short and accessible introduction, a clear journey showing what happened next, practical detail when it became relevant, alternative formats and someone knowledgeable who could answer questions.

[bookmark: _Toc237350914]Different perspectives: what direct users and family carers brought to the discussion
People using SDS directly and family carers often wanted the same things: understandable information, reliable relationships, support shaped around the person and a plan that led to action. However, they did not always see the process from the same position. It is important therefore not to treat their contributions as one single ‘lived-experience voice’.
	Perspective
	What was especially visible

	People using SDS directly
	Being involved from the start; choosing trusted PAs; communication access; independence; privacy; safety; access to their own plan; rights and ordinary life.

	Family carers
	The practical work of making arrangements function; close knowledge of the person; recruitment and administration; professional coordination; sustainability; what happens when the carer can no longer continue.

	Joint direct-user/family interview
	How the person’s desired independence and the family supporter’s workload could be intertwined; where health and social care responsibilities were disputed.



[bookmark: _Toc237350915]The knowledge and work carried by families
Family carers often knew how the person communicated, what routines mattered, what created distress and which support had worked before. That knowledge could make a plan much more personal, particularly where the person used non-verbal communication or found abstract questions difficult. The dementia account is a strong example: the daughter’s knowledge allowed the person to continue making supported choices.
Families were also doing work that the formal process could take for granted. They held the history, trained new workers, monitored quality, managed the budget, coordinated professionals and covered gaps. The phrase ‘natural support’ risks making this contribution sound unlimited or cost-free. Several carers described their own ageing, health problems or fear about the future. Planning needs to ask what family members are willing and able to do, and to review that honestly.
[bookmark: _Toc237350916]
Protecting the person’s voice
The individual interviews showed what could be missed when family carers were the larger voice in a group. The deafblind participant spoke directly about communication access, privacy, trusted networks and financial safeguards. The person with complex healthcare needs wanted his chosen PAs to be trained so that he could be more independent. The outcome was not only about reducing the pressure on his family who supported him, although that mattered. It was also about having more control over his own life.
The person and the family did not need to be set against each other. Good communication, supported decision-making and advocacy could keep the person’s preferences at the centre while also making proper use of family knowledge and recognising  own needs.

[bookmark: _Toc237350917]What participants thought about taking part in the co-production process
Eight people completed the online feedback questionnaire about their experiences of taking part in the coproduction process.  They generally said they felt comfortable, listened to and able to contribute. They valued the opportunity to hear from other families and to see practical suggestions reflected in the developing resource. The facilitators were described as open, empathic and professional.
	“I felt totally comfortable within the groups and Laura & Helga were great facilitators.”
Participant feedback



	“There was no lack of conversation at any time. The facilitators ensured that everyone had the opportunity to have their say.”
Participant feedback



One carer said the process allowed people carrying the work of direct-payment management to identify the areas of greatest concern. Another said that participation had helped them look again at what was working, not only what needed to be fixed.
	“It reinvigorated me as a parent … to consider and articulate the success being achieved … as well as reviewing all the fixes needed.”
Participant feedback



The feedback on the coproduction process was positive but not uncritical. People suggested smaller groups, more breaks and visual methods, more balanced opportunities to speak, fuller use of the meeting chat and more time to review each step of the process. One respondent noted that discussion could move away from the original support planning objective because people had so much experience they wanted to share. Others asked for clear progress updates about what would happen after the group’s last meeting, and a small editorial group to stay involved as the resource was finalised.
People were also realistic about impact. Some could already see their suggestions in the revised resource. Others said they would only know the work had made a difference when the resource and recommendations were used consistently across the region. Changing the document mattered, but people were looking for change in practice as well.
[bookmark: _Toc237350918]
Recommendations for future co-production
The following recommendations are made for future co-production: 
Offer individual conversations from the outset, not only after people struggle in a group;
Plan specifically for direct-user participation and communication support; do not assume an online group is accessible because it is convenient;
Keep enough structure to make progress while allowing people to explain the wider system that gives the topic meaning;
Show participants what changed, what could not change and who now owns the next decision;
Use a small follow-up or editorial group where participants want continued involvement;
Recognise lived-experience expertise through payment and practical support.

[bookmark: _Toc237350919]What the findings mean for support planning
When we thematically analysed what had been discussed, eight features of person-centred support planning stood out. This list draws together what this group of people using SDS and family carers said had helped, what had been missing and what they wanted to see change.
1. Begin with the person’s life. Understand relationships, routines, strengths, interests, communication, what is working and what the person wants to maintain or change.
2. Involve the person through communication that works for them. Use supported choices, interpreters, visual or audio methods, advocacy and adequate time where needed.
3. Include family knowledge without replacing the person’s voice. Be explicit about the family member’s own needs, willingness and capacity.
4. Connect assessment, budget and plan. Make clear which needs are eligible, how the budget was determined and how proposed support relates to desired outcomes.
5. Test whether the plan is feasible. Address recruitment, matching, employment costs, training, delegated healthcare tasks, contingency and the practical support available.
6. Agree and share the plan. The person should receive an accessible copy, know who can see it and have a route to correct or update it.
7. Follow through. Record actions, responsibility and expected timescales so that a completed plan does not disappear into the system.
8. Review outcomes and sustainability. Ask what has changed, what is working, what has not happened and whether the arrangement remains manageable, while keeping financial assurance proportionate.

The accounts also highlighted four areas of tension in SDS. A balance has to be found between:
1. Choice and responsibility. People value having more control, but the employer and administrative work can shift heavily onto them or their family. An important sense-check includes whether workload had been properly explained, whether support is available and whether it has been genuinely chosen.
2. Consistency and personalisation. People want a clearer and more reliable regional process, but they do not want a standard approach that ignores individual communication, routines and goals. Whilst the route through SDS could be more consistent, the way support is planned needs to remain flexible.
3. Assurance and trust. People accept the need to account for public money. However, repeated proof of need and very short review cycles may undermine support that is already working. Financial checks need to be proportionate and distinct from the conversation about outcomes.
4. Professional and lived expertise. Professional knowledge is important, but several carers describe decisions being made by people who had barely met the person. Good planning needs to bring professional knowledge together with the person’s own experience and the detailed knowledge held by those who support them every day.

[bookmark: _Toc237350921]How lived experience shaped the user guide
The user guide was co-produced with people who use SDS for themselves and with family carers who support someone else to use it. Their contribution was combined with discussion with SDS Leads and other staff, and with accessibility learning from the British Deaf Association. This brought together experience of living with SDS, practical knowledge of how it is delivered and a clearer understanding of communication access.
The original guide contained useful operational information for someone who had already chosen a direct payment. It explained letters of offer, support plans, scheme agreements, bank accounts, agencies, personal assistants, insurance, payroll and monitoring. However, people told us that they needed help much earlier. They wanted to know what SDS could make possible, how to enter the process, what choices they would face, what responsibilities came with those choices and what would happen next.
The redrafted guide now follows the person’s journey rather than beginning with the administration of a direct payment. It starts with choice and control, then moves through first contact, assessment, decisions, the budget, support planning, arranging support and review. Benefits and responsibilities are explained together. The guide also includes stories, practical examples, checklists, frequently asked questions, tips from family carers and clearer information about review, help, advocacy and complaints.
The discussions about accessibility also widened the resource. People described the need for information in Braille, audio, Easy Read and screen-reader compatible formats, as well as sign-language resources and less word-heavy design. The BDA discussions reinforced that accessible information is not only about producing another version of a document. People may need face-to-face explanation, an interpreter, enough time for communication and a worker who understands both SDS and the person’s communication needs.
The biggest change is where the guide starts. It no longer assumes that the reader already understands the system or has chosen a direct payment. It begins with the questions people ask when they first hear about SDS and provides more detailed information as they move through the process. The experiences shared through Voices and Choices can be seen throughout this revised approach.

How the guide changed
	Original guide
	Current regional redraft

	Focused mainly on Direct Payments after a decision had been made
	Begins with SDS, choice, control and the full range of options

	Organised around administrative tasks
	Organised around the person’s journey

	Explained rules and responsibilities
	Explains opportunities, responsibilities and available support

	Used mainly operational language
	Uses plain English and answers common questions

	Contained limited practical examples
	Includes case examples, checklists, tips and frequently asked questions

	Assumed the reader understood assessment and eligibility
	Explains what happens before support planning and what the person can expect

	Focused largely on setting up and monitoring a payment
	Connects assessment, planning, arranging support and review

	Included limited information about advice and advocacy
	Makes help, advocacy and signposting visible throughout

	Was Trust-specific
	Provides a regional source of content for Northern Ireland




[bookmark: _Toc237350922]Implications for implementation
[bookmark: _Toc237350923]Making SDS easier to understand and navigate
One of the most basic changes is to make sure people know SDS exists and can find a way into the process. This is especially important for someone who does not already have a social worker or a connection to a specialist organisation. The first explanation should set out what SDS may make possible before moving into detailed administration. It should also be honest about the choices, responsibilities and practical difficulties involved.
People need information in stages, not everything at once. A short overview and journey map can show where they are, what document or decision to expect next, who is responsible and where to go if progress stalls. More detailed information about payroll, employment, monitoring and insurance can then be available when it becomes relevant. Printed information, accessible digital material, examples, checklists and face-to-face explanation are all useful. Independent advocacy, peer support and specialist advice also need to be visible, including whether a service is free or charges a fee.
The same principle applies to people who have used direct payments for years. One long-standing carer said, “We’re not notified, we’re not informed. They just assume we know.” A regional approach needs a way of telling existing users when rules, contacts or processes change, rather than assuming that knowledge acquired many years ago is still current.

[bookmark: _Toc237350924]Support planning as a continuing conversation
People’s experiences showed why a template cannot take the place of a planning conversation. The process needs to begin with the person and use communication that works for them. If someone uses an interpreter, pictures, audio, supported choices or a trusted communication partner, this needs to be planned from the outset. Family knowledge can be essential, particularly where a relative knows the person’s routines and communication well, but it should support the person’s voice rather than replace it.
The plan also needs to connect clearly with the assessment, the agreed budget and what will happen next. People should not have to repeat the same information across disconnected forms. They should receive the plan in an accessible format, know who can see it and be able to correct or update it. Actions, responsibilities and follow-up should be recorded so that a completed plan does not simply disappear into the system.
Staff therefore need to understand both the values behind SDS and how it works in practice. They need skills in person-centred conversation, supported decision-making, communication and positive risk enablement, alongside knowledge of local processes, direct payments, transition, recruitment and delegated healthcare tasks. Many of the situations people described were complex and could not be resolved by following a standard script.
[bookmark: _Toc237350925]
Making the plan workable and sustainable
A plan is only useful if the support can be put in place. Recruitment, vetting, training, costs and reliable cover therefore belong within planning rather than being left until after a budget is agreed. Where communication or healthcare needs require particular skills, the availability of suitable personal assistants and the arrangements for training need to be addressed early. Short funding periods and repeated reviews can make recruitment more difficult by offering workers little security.
The accounts also show how easily family members become the back-up arrangement. They covered sickness and leave, carried out healthcare tasks, retained the family history, coordinated professionals and kept administration running. This contribution should not be assumed to be unlimited. Plans need to record what relatives are willing and able to do, what happens in an emergency and how the arrangement will continue if an older or unwell carer can no longer manage it.
The availability of PAs, finding a good match, arranging relief and planning for the future are wider implementation issues. It is not enough to record that money has been allocated if the person cannot recruit or use the support. Monitoring needs to look at whether the arrangement is actually working and what is preventing agreed support from being put in place.
[bookmark: _Toc237350926]
Review, accountability and learning
Review should return to the person’s life and ask what has changed, what is working, what has not been put in place and whether the arrangement remains reliable and manageable. It should lead to clear next steps, with responsibility and timescales agreed. Where communication or accessibility needs have changed, the way the review is carried out may also need to change.
Financial assurance remains necessary, but it should be clearly separated from the conversation about outcomes. When a review becomes mainly a check on spending or a repeated defence of the package, it can miss whether the support is helping the person live as they choose. Frequent reviews and short-term funding can also make it harder to retain staff and plan ahead. The approach needs to protect public money without repeatedly destabilising support that is already working.

[bookmark: _Toc237350927]Conclusion
Voices and Choices gave us a clearer picture of both why people value SDS and what it can take to make it work. People described support that enabled someone to remain at home, continue familiar routines, choose trusted personal assistants and take part in ordinary life. They also described the work behind these arrangements. This included finding information, completing forms, coordinating professionals, recruiting and managing staff, arranging cover and preparing for reviews. Some felt they had to keep proving the need for support even when the arrangement was working well.
One of the clearest things we learned was that support planning cannot be improved in isolation. Participants did not experience it as a separate form or meeting. It was part of a much longer journey that began with finding out about SDS and continued through assessment, decisions about funding, planning, arranging support and review. Difficulties at any point could stop an agreed plan from being put into practice.
People gave us several examples of this. A plan about taking part in community activities did not help if a suitable PA could not be recruited. A plan for greater independence was not achieved if essential healthcare training was never arranged. Completing a detailed plan made little difference if nobody responded to it or if the person did not receive a copy they could understand and use. Good support planning therefore depended on what happened before and after the plan was written.
The revised user guide is one practical output from this work. It was co-produced with people using SDS and family carers, and informed by discussions with SDS Leads, other staff and the British Deaf Association. It now begins with the questions people are likely to have when they first hear about SDS and follows the different stages of the journey. It explains choice and responsibility together and includes practical examples, checklists and information about review, advocacy and complaints.
Producing a better guide is important, but participants were clear that changing a document would not be enough. Its impact will depend on whether it is used consistently and whether the wider learning from the project is reflected in practice. People need clear information, staff who understand SDS, timely decisions, practical help to arrange support and reviews that return to what is happening in the person’s life.
The next step is to see whether people’s experience changes. They should be able to understand their options, take part in decisions, put the agreed support in place and change it when their circumstances change. If people are given responsibility without the information, influence and support needed to manage it, they are unlikely to experience SDS as genuine choice and control.
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