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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. Our vision is to create a 

society where everyone’s voice is heard so we all receive the support we need for our 

wellbeing. 

  

Our CIC was originally established in 2013 to deliver the Healthwatch Surrey service and 

ensure the voices of all users of NHS and social care services are heard. We have since built 

on our expertise and experience and Luminus has grown to shine a light on the experiences 

of carers, young carers, those who are affected by substance use, and people most at risk of 

health and care inequalities. We achieve this through bespoke projects, co-design, contracts, 

mentoring, research, and training. 
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Introduction 
Luminus was asked to investigate the extent to which care homes understand the role and 

importance of unpaid carers, including such aspects as involvement in care planning and 

recognising signs of deterioration in a resident. The study investigated the experiences of 

unpaid carers whose relatives and friends live in residential and nursing care homes, 

including dementia specialist care facilities.  

 

For this study, Luminus defined an unpaid carer as follows: 

 

“Someone who is looking after a partner, family member or friend who couldn't 

manage without their help, which may be physical and/or emotional. The person 

may or may not have lived with the unpaid carer before moving to a care home.” 

 

This document supports the main findings report ‘Identifying, involving and supporting 

unpaid carers who have a relative or friend in a care home October 2024’ and provides more 

detailed stories from 5 unpaid carers about their experiences of their family or friend moving 

into a care home including residential, nursing care or dementia specialist care facilities. It is 

written in their own words, but we have added some structure to their insights to assist the 

reader. We hope these detailed stories will help other people facing the same situation. 

 

 

Story 1 – Discharged from hospital to a care 

home  

Female aged 60 from Tandridge area 
 

Before going into care 
Mum is 91 and her diagnosis is dementia and frailty. She has been in this home since 2022. 

Before this she lived independently. I say this loosely. She refused to have carers in (even 

though she needed them) and also refused to believe that she had dementia. So, I did 

everything for her, shopping, bills, booking dental/GP appointments etc. It was exhausting. I 

don’t have any family or support and so it was all down to me. I also was new to all this and 

so I had no idea where to go to ask for help and support. I had a friend whose mum had 

dementia and she was my main port of call. 

 

I was never involved in any planning before she moved into the home as it was all done in 

rather a rush. She was admitted to hospital and then while I was away, they decided to 

discharge her. I was sent one care home online but that was totally unsuitable for her and 

then I was told that they had found somewhere else. She then went that day. I was away so 

couldn’t be there or get back in time. They discharged her in her hospital gown and didn’t 
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send her clothes or toiletries. She had been in hospital for 3 months, so she had quite a few 

items.  

 

Involvement in day-to-day care 
Now she’s in the home, although her day-to-day needs are met, I still have to deal with all 

her finances. I don’t provide any care at all but if I wanted to do anything for her, I’m sure 

that they would let me. Although they don’t like people to go at mealtimes for some reason. 

Mum can feed herself, so I wouldn’t go then anyway. They do like you to call and let them 

know when you’re coming. I don’t mind doing this. 

 

Now she’s been there for 2 years, I still haven’t really been involved in anything to do with 

her care. I used to be phoned every month by a particular member of staff who updated me 

on how mum was. But since she left, this has just stopped.  

 

Care assessments and health issues 
After 2 years, she had an assessment with an independent assessor arranged by social 

services. They sent me a copy of the report and it was only by reading this that I found out 

about what medication she is on and that she takes anti-depressants. Mum wouldn’t sign the 

health part of the power of attorney as she said that she didn’t want to be put in a home.  

 

The issue is when she is admitted to hospital. I have no idea of what medication she is on as 

the home won’t tell me. But then in hospital I’m expected to be the carer and know all these 

things. I have no idea and the hospital and home don’t communicate. It’s a weird system. No-

one from the home accompanies into the hospital and advocates for her, so it’s all left to me. 

At her last admission, the hospital didn’t even know that she had dementia! I think other 

carers should be aware of the implications of not getting the power of attorney over health 

as well as wealth.   

 

Signposting and information 
I haven’t had any information or been signposted to any services by the home. All help, 

support and advice has come from a friend who was in a similar situation with her mum. 

 

I communicate with them [the care home] by email and they will only call if she is admitted to 

hospital. I quite liked the monthly call that used to happen, but that level of care has gone 

now.  

 

I also felt that there is a total lack of help and support when you begin this process. I’m an 

only child and have no-one to go through this with or share things with. I’m totally 

exhausted. 
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Story 2 – He feels safe there 

Female aged 65-79 from Mole Valley area with 

hearing impairment 
 

Before going into care 
Before he went into the home, I was caring for him at home. He steadily got worse and 

became quite aggressive with me which was really difficult. It was awful seeing him like this 

as he wasn’t like this usually. He was a kind, gentle man. Now I don’t recognise him at all and 

I’m forgetting how he used to be before dementia really took a hold on him and that really 

makes me sad. I actually felt that I was falling off the edge of a cliff last year.  

 

Involvement in day-to-day care 
I don’t provide any care other than coming in to feed him occasionally. I try to time my visits 

so that he will be awake and that’s usually in the evening and that often coincides with dinner 

time. I’m not expected to do this, but I like to sometimes.  

 

I also try to ensure that the carers that look after him are ok with things that I do. For 

example, I wanted to buy him some new clothes and I checked with them first that they 

would be able to dress him without too much trouble. I also bought clothes that were 

machine washable. 

 

The home would let me do anything that I wanted in terms of continuing to care for him but 

the reality is that he’s just too far gone. The staff know how to cope with his aggression and 

are so kind and caring. There is completely free visiting and I go 3 times a week. 

I do occasionally go in and feed him. When I did this, I noticed that he had a gap and a tooth 

was missing. I brought this to the attention of the staff and they booked a dentist 

appointment immediately. 

 

I do know that he is really well cared for and that he trusts the carers in the home, and he 

feels safe there. The way that they look after him is wonderful. I don’t think that you can 

teach the staff this, they are just amazing. From the beginning I have had no qualms about 

him being in there at all. They have always listened and respected what I have to say. In fact, 

they fall over themselves to accommodate me. We have an open dialogue. So, for example, 

and this is a small thing, I saw that he had someone else socks on and I mentioned this. They 

were so apologetic and try to make sure that this doesn’t happen again. But actually, in the 

whole scheme of things, the odd clothing mix up isn’t the end of the world. He is always 

clean and cared for. That is my priority. If he has a different jumper on sometimes, it’s not the 

end of the world. I prioritise his care over the occasional clothing mix up. 
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Relationships and communication 
I have felt that the home includes me in everything, and I have a fantastic relationship with 

everyone there. I can speak to and ask questions whenever I want. Whenever I have asked 

anything, they provide all the details that I need. The staff look after me too. They always ask 

if I want a drink and offer me a chair.  

  

Now he’s living there permanently, I couldn’t be happier with how they engage with me 

about his care. The nurses are wonderful and I have a great relationship with them. The 

doctor comes every other week and I am then rung to update me on how he is and what the 

doctor said. So I can ask any questions, if I need to. If I wanted them to email me they would 

but I do prefer a call.  

 

Activities 
He’s very limited to what he can do anyway. The staff always try to involve him in activities. 

He’s not just left in his room all day.  

 

I don’t really consider myself an unpaid carer. I’m his wife. My caring role ended when he 

went into the home. I would say that I’m more of an advocate. To me carer means more of 

what I was doing when he was at home, and I did absolutely everything. My role now is to 

ensure that he is getting everything he needs.  

 

Signposting and information 
I haven’t been signposted to any information or services by the home but then I’m very 

proactive in researching about things. If I needed any information I’d just ask. Everyone from 

the manager to the nursing staff are always accessible. The only question that I have would 

be about what kind of notice the CHC (Continuing Health Care) would have to give if they 

withdrew or reduced his funding. 

 

Story 3- the importance of relationships 

with staff 

Female aged 65 to 79 years from Surrey Heath area 
 

Before going into care 
Mum is now 97 and has been in this home for just over 3 years. She has vascular dementia 

and frailty. Before that she was living independently but then moved in with us during covid. 

It then got increasingly difficult for me to cope with her at home. It does make me feel guilty 

that I couldn’t keep her at home with me, but I do feel now that I am back to being her 

daughter again and not her carer. 
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Involvement in planning  
She went into the home during the pandemic, so it was very difficult to be engaged in any 

planning. There were restrictions and so we had to go along with what the home was allowed 

to do at that time.  

 

I have seen a care plan once, but I haven’t been involved in contributing to it. I know that she 

does have a named key worker who I have met.  

 

Involvement in day-to-day care 
Although I don’t provide personal care for her anymore, I do shop and supply her with her 

continence pads, clothes etc. I also manage all her finances and have power of attorney over 

both health and money. The home made me produce this document before she went into 

the home. If I still wanted to do more for her now she is in the home, it wouldn’t be a 

problem. She can still feed herself and needs help dressing. I have seen other carers come in 

and help with family members. 

 

Relationships and communication 
Generally, the home is very open. I can ask anything and it’s clear that the staff know the 

residents very well. I chose this home in preference to another one that I visited because of 

the attitude of the staff here.  

 

I used to get regular updates and a progress report in the beginning but that doesn’t happen 

now. It’s not really an issue for me as I visit regularly but it would be if I lived a distance away 

and couldn’t visit regularly.  

 

Now that she’s in the home, I feel more of a daughter again. I know that she’s safe and I’ve 

come to terms with the fact that she’s not always happy. I do still regard myself as her carer 

and the home acknowledges that. It’s not as intensive as before but I’m still a carer. I liaise 

with the home. The GP and the staff there. Sort supplies out and do the finances. I have had a 

discussion with the home about end-of-life care as well.  

 

The staff always ask me how I am and I think that we have a nice rapport. It’s nice that they 

have the same staff as it’s nice to see the same faces. I think that’s good for mum and the 

other residents too. 

 

Activities 
They have various social events that everyone is invited to and also participation meetings 

where you can discuss any issues. I did bring up that it would be useful to know what 

activities are being planned and have a bit of notice. If I had one thing that I could change, 

that would be that they could take the residents out on outings a bit more.  
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Financial issues 
My only concern is financial. We self fund but it is a worry about what happens when the 

money runs out. Will she have to move homes? How much will the council pay? There hasn’t 

been the next steps discussion. I think it would be helpful to actually have this discussion at 

the beginning. Then we would know and not have this constantly at the back of our minds. 

 

Signposting and information 
The home hasn’t signposted me to any information or services. If I needed information, I 

could ask and they would tell me but I would need to initiate the conversation.  

 

Story 4 – involvement in care  

Female aged 50 years from Mole Valley area 
 

Before going into care 
I wasn’t involved in the decision about her going into a home. It was continuing health care, 

as she was in hospital and not expected to live more than 3 months. Everything was arranged 

by CHC. But I must say that on the first day in the home, the staff fully involved me. They 

asked me all about her needs/likes and dislikes. I was very much in the dark as she was fast 

tracked and I really didn’t know what to expect from the home in the way of how much 

involvement I would have in her care planning/practical issues etc. The only issue that 

perhaps I would have liked to discuss with the home would be the financial ones.  

 

Involvement in day-to-day care 
The care home is excellent in involving me in mum’s care. I can have as much involvement as 

I like. She’s on a dementia ward and non-verbal so her activities are limited. Even though she 

is non-verbal, she can make her feelings known with a look! If I want to take her out in her 

wheelchair, that’s always fine.  

 

Even though mum is in the care home, I am still doing the admin and finances, so I’m not 

physically caring any more, but I do still do things for her that the care home can’t and 

neither can she. I really feel that I’m able to continue caring in a way that we’re both happy 

with. If she needs her hair done or a chiropodist, they will organise this for her. There is an 

additional cost but that’s fine. If I wanted to continue to provide care for mum in the home, 

they would let me.  

 

As a carer, I feel supported by the care home. There is always a nurse as the main point of 

contact on the floor. They always come over when I visit to update me. I can ask any 

questions, at any time. 
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Relationships and communication 
Mum is very lucky to be in this home. All the staff, even the receptionist and those who don’t 

work on mum’s floor, take time to talk to me. Communication with the care home from the 

very beginning was fantastic. From the receptionist to the staff on every floor. I can phone 

24/7 too. All their communications to me are accessible. 

 

Even though I have a great relationship with the nursing staff, I don’t know the finance 

people at all. I have never met them. The financial side and the caring one don’t overlap. The 

people from finance never come up to the floor that my mum is on. If someone from finance 

could reassure me that everything would be ok, that might be better.  

 

They [care home staff] will only call me if it’s urgent, for example, her blood pressure has 

changed/her medication has changed etc. For everything else they email me to update and 

that’s fine. I trust them implicitly and don’t need to be told about every little thing.  

 

Care assessments and health issues 
She has an annual care plan and review. I meet with the chief nurse, and we just have a quick 

chat. I’m always happy and if I wasn’t I would say so. I’m always invited to any meetings 

concerning her. Sometimes, the other people on her floor can get loud and aggressive, which 

I know scares mum. The staff always let me know when this happens. Even though she is 

non-verbal her face says it all and they can read her so well. 

 

Preferences and wishes 
There is a laminated, wipe clean sheet in her room and I can write her wishes and preferences 

on there. The staff can then know what mum likes and dislikes. They also listen to what I say 

to her when I visit and things I talk about. They then use this knowledge to chat to her. This 

means a lot to me. They try so hard with her, even though she is non-verbal, they also chat to 

her. Mum doesn’t want to eat in the dining room, so they let her eat in front of the TV, which 

is what she prefers.  

 

Signposting and information 
The care home hasn’t signposted me to any information or services as I haven’t needed them. 

I do know that they have leaflets and information in the lobby, so I know where to go if I 

needed anything. 
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Story 5 – not recognised as an unpaid carer 

Female, aged 50-64 from Spelthorne area with onset 

of health conditions  
 

Before going into care 
He was in various hospitals for 10 months and then he went from hospital to the home that 

he is now in. He never came home at all. It was a really difficult journey to get him into this 

home as originally social services wanted him to come home and for our downstairs to be 

adapted to his needs.  

 

Recognised as an unpaid carer 
I have never been acknowledged as a carer as such. I wouldn’t think that they even knew that 

I was an unpaid carer. It would be nice if they at least acknowledged that as a family we’re 

there to help them. My husband is my priority, and I have to make sure that he’s ok as he 

isn’t in any position to do that himself.  

 

Involvement in day-to-day care 
I don’t really feel that I’m involved in his care in any way, and I’m not informed about any 

changes. I find things out by being there and realising what they are doing. As a family we 

take turns to go into the home and do his hair and beard every couple of weeks. I also go in 

and tidy his room on a weekly basis. I can’t bear the way that the staff leave it. I had to make 

laminated signs to indicate where things should go – socks/toiletries/underwear etc. But even 

though I’ve done all this, the staff don’t use them and things are just put in any drawer and 

all muddled up. I’m actually a paid care worker in another home and so I know what good 

looks like and how things should be.  

 

Care assessments and health issues 
I would really like to have regular care plan meetings and for them to use the activities that I 

bought for everyone. I have never seen a care plan in the 2 years that he has been in there. I 

did ask once to see it and I was ignored and then I forgot about it. It is something that I 

would like to see and be involved with. Ideally, I would like to be involved in everything to do 

with his care. Even twice a year to go over his care plan and see how it’s going. He can’t 

contribute and I feel that as a family we should be involved.  

 

They never tell me how he is, although when he had pneumonia recently, they did call me 

but otherwise I don’t get updated on how he is at all. The staff are lovely though and the 

senior nurse does communicate with me. 
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Relationships and communication 
As a family we’ve only been invited to 1 family social. I have never been sent any other 

information about them. So, I don’t know if I’m not being sent them or if they just don’t do 

them. I’m never told if there’s anything going on that I can come along to. 

 

Activities 
It’s only recently that the home has employed 2 new activity coordinators, and they actually 

do things with him. These new people have a WhatsApp group and send me pictures of what 

they have been doing, which I really like seeing. Previously, he was just sat in a chair in front 

of the TV. 

 

Preferences and wishes 
I also have been having issues with his diet. Since being in the home he has put on 3 stone. 

My concern is that if he keeps putting on weight, his good hand won’t be able to support 

him which would really affect his ability to get up. I have battled with the home to put him on 

a diet – smaller portions, not all the cakes and biscuits, sensible food but they ignored me. I 

found sweetener in his room and biscuits. When I confronted the home about this, they said 

that if he asked for these things, they had to give them to him. He’s never had sweeteners in 

his life. Eventually, I put notes up in his room saying that he had to have a calorie-controlled 

diet. They did eventually put a note in the kitchen, but I found him with a diabetic yogurt the 

other day. They don’t have a clue about what a healthy, sensible diet is.  

 

I also began to notice that they only showered him twice a week in the beginning. I 

complained about that, and they did then change it to four times a week. It was written on 

his bathroom door so the carers would know. However, there was one carer who wouldn’t 

shower him on the day that she worked. Peter actually told her that she should be showering 

him. I took this up with the manager. I do feel that I have to keep an eye on what’s going on 

and that he is being treated kindly and with compassion.  

 

Signposting and information 
The home never signposted me to any information or services to support me or my family. If 

I need to complain I go straight to the manager. There’s no information around the home 

about how you would do this in any other way.  

 

Thank you 
A huge thank you to all the carers who told us about their experiences and gave us 

permission to share them for the benefit of others. 
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Contact us 
 

Contact us through any of the channels below. 

We’d love to hear from you: 

 

Web:  luminus-cic.uk 

Telephone: 01483 301448 

Text:  07592 787 533 (SMS only) 

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. 

 

  

https://luminus-cic.uk/
mailto:info@luminus-cic.uk

