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About Luminus 
Luminus is a Surrey based independent community interest company which exists to empower people to have their voices heard. We are an enterprise driven by social value, that invests in the local community. We help organisations provide equity of access, and the best services possible, through the inclusive involvement of local people. We achieve this through bespoke projects, co-design, contracts, mentoring, research, and training. Our vision is to create a society where everyone’s voice is heard so we all receive the support we need for our wellbeing.  
 
 
Background 
 
Following feedback from carers and a workshop with stakeholders and carers in 2025, Surrey County Council shared the draft recommendation for the JSNA chapter with the Giving Carers a Voice team to gather feedback from carers. Some of the carers we spoke to took part in the original engagement and some were new carers.  
 
During March-May we spoke with 42 carers these were from the following groups: 
 
· Parent carer group, Redhill – 13 carers 
· Mental health carer group, Spelthorne – 9 carers 
· Action for Carers Hub Epsom – 13 carers 
· Action for Carers Hub Guildford – 7 carers 
 
Below is the feedback on the recommendations. 
 
 
 
 
 
 
 
 
 
JSNA Recommendations:  
The following recommendations are drawn from the emerging themes in carer and stakeholder feedback, alongside local and national data. They apply to carers of all ages, with scope to tailor the emphasis for different age groups to reflect distinct points along the carer journey. 
 
Carer feedback: 
 
All the carers we spoke to agreed, in principle with all the recommendations. Their main concern was how they were going to be implemented and who would be held accountable if they are not implemented. 
 
‘It’s all words no solid action plans to say how this will happen and who will be responsible.’ 
 
We have summarised some of the experiences that carers shared during the feedback conversations to highlight the importance of the recommendations contained in the JSNA. 
 
 
Theme 1: Knowledge & Understanding 
 
1.a): Embed carer friendly practice across health, education and social care systems to improve professional awareness and early identification of carers 
Mandate carer awareness training across the system; embed carer identification in frontline settings (GPs, schools, hospital discharge); Alongside training, ensure staff have the practical tools, confidence and system support needed to recognise carers, make reasonable adjustments and improve outcomes. and ensure reasonable adjustments to accommodate carer needs and improve outcomes. 
 
 
Carer feedback: 
· I don’t think the training resources are out there to train carers. (Parent Carer) 
· Carers don’t have the time to do training. My husband could do with some training about the girls conditions so that would be useful for him to do during the day. (Parent Carer) 
· When my dad was diagnosed with dementia in 2023 at [Caterham Dene] I wasn’t given any information about support that would be available for me as a carer. Not one clinician directed me to Action for Carers or anything else. It would have be helpful at this point to know what help and support I could have as a carer. (Adult carer) 
 
1.b): Value carers’ expertise and embed personalised support across diverse caring roles 
Embed carers’ expertise in all decisions relating to the health and wellbeing of the person they support, spanning prevention, diagnosis, care, and treatment. Create co‑production panels that actively involve carers with different lived and professional experiences in shaping services. Broaden access to specialist advice and tailored outreach, ensuring carers who face barriers are supported to contribute and benefit equitably. 
 
Carer feedback: 
Carers agreed that valuing carers expertise in the decision regarding the health and wellbeing of the person they support is really important. 
· I accompany my son to all his appointments as he has trouble retaining the information. I am made out to be an interfering mother. I saw that it was written in his notes ‘M is here with his mother again’ I can listen to what they say and then explain it to him in a way that he can understand. (Parent Carer of adult with ASD and other health needs) 
· I see him every day. They see him once every 6 months.  I know when he is getting worse. Professionals need to listen to us as we know our child best. (Parent Carer of adult with ASD) 
· My wife or I always go with our son to appointments. He has severe mental health problems. We need to ensure that he understands what is being said to him and he isn’t taken advantage of. (Parent Carer of adult with severe mental health issues) 
· Doctors struggle to put medical jargon into layman’s terms. As carers, we have to ‘translate’ this for the people we care for in language they can understand. My son might look like an adult, but his understanding and comprehension is way below his actual age. I understand that but most doctors don’t. 
1.c): Strengthen system-wide data collection and recording 
Track identification rates, service engagement, outcomes, and unmet needs. Improved data practices will enable more accurate monitoring, highlight service gaps, and support evidencebased decision-making to better meet the needs of carers of all ages 
Theme 2: Emotional Wellbeing 
2.a): Make respite support visible, accessible, and inclusive 
Promote break and respite options consistently across the health and social care system and into communities. Embed clear pathways for all carers—including self‑funders—with transparent information on costs where support is not funded through social services. Expand specialist respite provision for complex needs (such as dementia, autism, and mental health) 
 
	Carer feedback: 
· How do you know what you don’t know? I don’t know anything about support and respite so how do I know what I don’t know. (Parent Carer) 
· I can’t be bothered with respite care. It’s just too restrictive. (Parent Carer of adult with ASD) 
· I have never used it as I don’t want to leave my son with people that he doesn’t know. I would worry about how he is all the time. (Parent carer of adult with ASD) 
· It would be great to have some respite care for my dad. I could then step back a bit as I’m exhausted and struggling at the moment. I would know that he is looked after and 
I can switch off and recharge my batteries. (Adult carer) 


 
 
2.b): Embed carer wellbeing into all services  
All services should treat carer wellbeing and resilience as a core responsibility, routinely checking in and signposting carers to appropriate support. Shift from crisis‑driven contact to proactive engagement, encourage the development of emergency plans, and ensure carers of all ages are supported to sustain their health and resilience in their caring role. 
Carer feedback: 
· This would be great in practice. The reality is that services make it so hard! There is so much admin to do to just fight to get the support, while still having to care. It’s exhausting. (Parent Carer) 
· I wish people understood that that young carers are always tired. We struggle to balance life at home and at college. We also struggle with friendships because life can be unpredictable for us (Young Carer, Merrist Wood) 
Theme 3: Caring & Life Balance 
3.a) Strengthen carers’ ability to balance education, work, health, and caring roles Promote carer‑friendly education, health and employment practices with reasonable adjustments e.g. recognising non‑attendance linked to caring responsibilities, flexible appointments scheduled at times that is most convenient for carers, flexible working, carer’s leave, and return‑to‑work support.  
 
 
 
 
 
	Carer feedback: 
· Having an employer that recognises and supports me as a carer has made a real difference. I want to work but it’s difficult to balance it all with caring. It’s good for me mentally to work. (Adult Carer) 
· My son has been a carer for me and his employer wasn’t very sympathetic when he asked for time for to take me to hospital appointments. Asked him 100 questions. 
Offered no flexibility. This all led him to end up being ill with the stress of it all. (Adult Carer) 
· I was self-employed but have had to give up my business as my daughter has additional needs. I have to use my time to fight for things for her and it’s just so stressful. This has had an impact on us financially as a family. Why doesn’t the council make things easier for us as carers? Everything is a battle. (Parent Carer) 
· For me as a parent carer, it’s impossible to work. (Parent Carer) 
· I still work full time as my employer is understanding of my caring responsibilities, which really makes a difference. I need to work financially as I’m a single parent. (Parent Carer) 


 
3.b): Reduce the risk of carers taking on disproportionate responsibilities  
Ensuring timely, holistic assessments for carers of all ages, and outcomes are fed back to carers, supported through coordinated, system‑wide collaboration. 
3.c): Promotion of the universal offer for carers 
Ensure carers are informed about the free support available through the Universal Offer, and where a Carer’s Assessment applies (for the carer, and if necessary, for the cared‑for). Be transparent that some services may be chargeable (subject to financial assessment), so carers understand both entitlements and potential costs. 
Theme 4: Signposting & Information 
4.a): Strengthen early identification and tailored information for carers 
Embed carer identification prompts across health, education, and social care settings, supported by staff training and toolkits. Develop or enhance co‑produced carers’ information with timely, accurate, and locally relevant content, including condition‑specific guidance in multiple formats. 
 
Carer feedback: 
• I’m just at the beginning of all this as my wife is in hospital. I feel completely overwhelmed. No one at the hospital has sat me down and explained the process to me I was given a 5-page booklet but it’s all a bit much to take it at the moment. It would be nice to have one person explain things to me and let me know what my options are. I just have a list of people to contact.  (Adult carer) 
4.b): Expand personalised navigation and specialist advice 
Increase access to carer advisors and navigators offering flexible one‑to‑one support (face‑to‑face, phone, digital, and home visits). Create pathways and provide specialist information for carers supporting people with complex behavioural, mental health, or neurodivergent needs, co‑developed with clinical teams and carer organisations. 
 
Carer feedback 
· My son (30) has learning difficulties, and we have just been left to get on with things. No case worker, so no consistency and that’s what he needs. He will only relate to people that he knows. How will this happen? I’m in my 70’s now and trying to look ahead for him and the possibility of supported living. He apparently doesn’t fit the process, so again, we’re on our own. (Parent Carer) 
· Who offers home visits now? I thought everything was going online (Adult carer) 
 
4.c): Improve access to rights, advocacy, and age‑appropriate resources 
Deliver accessible guides and workshops on carers’ legal rights, entitlements, and employment protections, partnering with advocacy organisations. Develop tailored, age‑appropriate resources e.g. young adult carers in education, employment, and transition stages, using digital formats, peer‑led content, and links to youth services. 
 
4.d): Improve hospital discharge pathways 
Ensure carers are fully embedded in discharge planning, with clear and accessible pathway guides. Carers must be informed, supported, and confident in their role post-discharge, ensuring carers continue to be willing and able to care for the cared for following discharge. 
 
Carer feedback 
• I have no idea what will happen with her discharge and who to talk to about this. It would be great to be involved and know what’s happening and what my options are. I would like to have her home, but I honestly don’t know if I would be able to cope. I have health issues of my own. This is really worrying me. I really need some advice and support to show me what my options are and that they are the best for her and me as well.   
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Contact us through any of the channels below.
 
We’d love to hear from you:
 
 
Web:
 
 
luminu
s
-
cic.u
k
 
Telephone:
 
01483 301448
 
Text:
 
 
)
SMS only
07592 787 533 (
 
Email:
 
 
info
@luminus
-
cic.uk
 
 
Our address is:
 
Luminus, GF21 Astolat, Coniers Way, Burpham, Guildford, Surrey, GU4 7HL
 
 
Luminus is the trading name for Luminus Insight CIC.
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security, data protection, and trusted IT services.
 
 
 
We are proud to have signed up to the End Poverty Pledge 
–
 
 
End Poverty Surrey
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