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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. 

 

About Giving Carers a Voice 

Giving Carers a Voice listen to the experiences of carers (of all ages) to ensure their views are 

heard in the design and delivery of the services they use. 

 

If people look after anyone who couldn't manage without their help, they are a carer. 

 

Engagement January - March 2025 
This quarter, we have visited the following places: 

• Boxgrove Primary School  

• Hermitage School 

• Action for Carers hub, Banstead 

• Heathside Walton School 

• St Peters Primary School 

• Park Mead Primary School 

• Surrey Young Carers Event 

• Howard of Effingham School. 

 

This quarter, we have attended the following meetings: 

• Young Carers National Voice 

• Surrey Youth Focus – Coffee and Chat, Impact of Poverty 

• Surrey Youth Focus – New Starters Network meeting 

• Young Carers Alliance Webinar – Young Carer and Young Adult Carer Involvement 

• Surrey Young Carers Seminar – Early Identification of Young Carers 

• Navigating Digital Resources – Surrey County Council 

• Southwest Carers Network meeting. 

 

http://www.healthwatchsurrey.co.uk/
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Main themes we have heard from January - March 

2025 
The word cloud below highlights the main themes we have heard about this quarter. The 

most prominent words are ADHD, Autism, Anger, Meltdowns, Friends, School, and Someone 

to talk to.  

 

 

 

Where we have shared our insight 
During this quarter we have shared young carer insight (key themes and young carer 

experiences) in the following meetings as part of our ‘what we’ve heard’ regular insight 

sharing meetings:   

• Preston partner network meeting – January 2025 

• West Surrey and NE Hants FOCUS group – January 2025 

• Carers action group – January 2025, March 2025 

• Surrey Heartlands Provider Quality and Safety Oversight Group – February 2025 

• Horley health and wellbeing neighbourhood meeting – March 2025 

• South West Carers network meeting – March 2025 

• Carers Partnership Group – March 2025 

• Surrey County Council All Age Carers Joint Strategic Needs Assessment Stakeholder 

Meeting – March 2025. 

 

If we hear a case of concern regarding a person’s safety, we immediately signpost the sharer 

to the appropriate body and escalate the case with the provider/commissioner. 
 



 

 Page 5/13 Luminus l Giving Young Carers a Voice Quarterly Insight Report l March 2025

 

Where we have heard from young carers 
This quarter, we have engaged with 193 young carers. The map of Surrey below shows the 

number of young carers we have engaged with in each area of Surrey.   

 

 

 

Key themes we have heard from young carers from 

January to March 2025 
• Sibling young carers 

• Activities and respite 

• Younger young carers 

• Pride in helping loved ones. 

 

Sibling young carers 
Young carers who support siblings with ADHD or autism have shared with us that they 

experience various emotions, including frustration, resentment, and guilt. They might 

also feel overlooked as their siblings' needs often take priority, and they can struggle 

with embarrassment or isolation due to their siblings' behaviour in public or among 

friends. 
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“My younger brother has ADHD, and I might too. We fight and argue, which 

annoys mum. I worry about how my brother will act if people come to our house 

and if they'll be upset if he kicks off, which he usually does when things are 

different.”  

Carer, aged 7, GYCAV311, February 2025 

 

“My sister has ADHD and autism. She has tantrums, and I help her to get dressed 

in the mornings. I get frustrated sometimes.” 

Carer, aged 11, GYCAV316, March 2025 

 

“My sister is autistic and is constantly arguing with me. My mum says I'm very 

patient and understanding with her. I try to help her with her homework, but often 

she gets angry and throws things at me because she doesn't understand 

something and thinks it's my fault. I'll go to my room and listen to music to get 

away or help mum around the house with things. My sister makes us late for 

things, especially in the mornings when she refuses to wash and dress. The school 

allow me to be late when this happens. I also get help with my homework, and 

teachers understand if it's handed in late. My friends support me, and I know I can 

always go to a teacher. I put headphones on, listen to music and switch off from 

what's happening.“ 

Carer, aged 12, GYCAV321, March 2025 

 

“My brother has ADHD and is aggressive towards everyone. He's argumentative 

and a bully. I don't like being around him and will spend most of my time in my 

room. I'll go to my friend’s house where it's quiet and her mum is really nice. Her 

mum listens to me and will give me a hug if I'm upset. My parents spend a lot of 

time on my brother, and I often get forgotten about. Other than school, my friend 

and her mum, I don't know where to go for advice or support. But I guess I'm 

lucky because my friend's mum would always help me, and so would my teachers.” 

Carer, aged 12, GYCAV322, March 2025 

 

“My younger brother is autistic and goes to a special school. He can be annoying 

at times, arguing and shouting a lot. We share a room, so it can be difficult to get 

away from him if he's having a meltdown and hitting me. I just have to get on with 

it because that's the way he is. Mum and dad spend a lot of time with him, which 

is unfair because I need them too. I prefer to go to a youth club to see people 

more regularly. We have a young carer group in school, and we can speak to any 

of the teachers if we're worried or upset about anything.“ 

Carer, aged 12, GYCAV326, March 2025 

 

“My older brother is autistic. He needs a lot of support from our parents, which 

means I don't get very much time with them. We cannot go to many places 

because my brother will become agitated, and we have to leave. I spend a lot of 
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time reading in my room or visiting my friend's house. I don't like friends to come 

to my house because my brother will embarrass me, and they laugh at him. I know 

they don't understand, and their mums have tried to explain to them about 

autism, but my mum said they're too young to understand.“ 

Carer, aged 11, GYCAV327, March 2025 

 

“I help to care for my brother, who has ADHD. I help him to brush his teeth, wash 

and get dressed. He has a short temper and is aggressive, which frightens me. He 

makes me late for school. I only sometimes get time for myself. If I'm worried, I 

speak to my mum. I'd like to have more free time to do things I want to do rather 

than what my brother wants.“  

Carer, aged 12, GYCAV338, March 2025  

 

Activities and respite 
Young carers say there aren’t enough regular activities or events tailored for them 

where they can meet other young carers and form lasting friendships. The existing 

activities and events are often fully booked. 

 

“My son is registered as a young carer, but there are not enough regular activities 

and events for him. He would like to make friends with other children who are in 

the same situation. He thinks that he is the only one with a brother with ASD. 

Knowing that there are others like him who have a sibling with ASD, is really 

helpful.” 

Parent carer, 227577, January 2025 

 

“My dad goes to work early, and I get my little brother ready for school. I give him 

his breakfast because mum isn't well, so she stays in bed. We walk to school 

together, and sometimes I can be a bit late, but the teachers understand. I know of 

Surrey Young Carers (SYC), but I can't go because I don't have the time. I have 

chores to do and am looking after my brother. If there was something local that 

we both could go to together, we'd go so that mum could rest. I don't mind 

looking after my brother, we get along really well and are close. We help each 

other and do our homework together.”  

Carer, aged 13, GYCAV303, February 2025 

  

“If I'd known I was a young carer sooner, I could have found ways to help more. I 

help mostly in the morning to get ready for school and get there. I also help at 

bedtime too, but it's more relaxed then. Not having enough time for me is hard, 

but I do go to Dance Shack, which I enjoy. I would like to have more time for 

things I want to do. I would also like to be able to make more friends who are in 

the same situation as I am. Mum has looked but cannot find anything.“ 

Carer, aged 11, GYCAV334, February 2025 

 



 

 Page 8/13 Luminus l Giving Young Carers a Voice Quarterly Insight Report l March 2025

 

“My mum cannot walk because she's in so much pain. She also has fits. I worry 

when I'm at school and go to my teacher, who will call her to check on her. I help 

her with anything she asks me to do, like putting the shopping away, helping with 

the laundry, and helping with cooking. Sometimes, she's in so much pain that she 

can't move at all, and I have to get her food and drinks. All my friends go to each 

other's houses, but I can’t go because there is nobody to sit with my mum, you 

see, she does not walk, and I don’t like leaving her alone. I want to join a youth 

club and meet other young carers because it's difficult for me to make friends, 

especially since I have to be at home with my mum. This group in school is good 

for me, and we have started to be friends.“ 

Carer, aged 9, GYCAV313, February 2025 

 

“I’ve tried to get my child onto activities without any luck, although I make contact 

as soon as I get the newsletter, and they’re still fully booked.”  

Parent carer, GYCAV324, February 2025 

 

“Knowing that I'm a young carer has helped me to understand my brother better, 

he has ADHD. I find it stressful, and I talk to my mum when this happens. I don't 

attend the school young carer group, but I'm registered with SYC. Unfortunately, 

the events are oversubscribed, and I can never get on them. Teachers understand 

young carers, and the school is supportive.” 

Carer aged, 11, GYCAV331, March 2025 

 

“I find it hard not having time to do things I want to do, I like to go shopping. 

Having more free time would help me the most. I don't think people understand 

what being a young carer is like.” 

Carer, aged 11, GYCAV336, March 2025 

 

Younger young carers 
Many young carers, often born into their caring role, start providing care very young. This 

is especially true when they care for an older sibling or a parent with a long-term condition. 

Early identification through assessments is key. While these assessments may not always lead 

to immediate support, they ensure that a young carer is identified and can receive the 

necessary support if it arises later. 

 

“My little sister, who is 4, has cancer; she's had it since she was a baby. I help my 

mum and dad care for her. I worry about her and how poorly she is. Coming to the 

young carer group at school helps because we do fun things and are all friends.”   

Carer, aged 6, GYCAV297, January 2025 

“My oldest child was born with complex health needs. He cannot manage without 

an oxygen tube, and he's nonverbal. My youngest daughter is 20 months old, and 

I would say that she is very intuitive to his needs. She comforts him when he's 

distressed, holds his hand, sits close to him, gives him cuddly toys and in her own 
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way talks to him in a calming manner. She puts it back for him when his oxygen 

tube comes loose, which I guess she's learned to do from seeing us. I can see as 

she's getting older and more able, she's doing more for him. I worry because I 

don't want her to grow up thinking this will always be her role.” 

Parent carer, GYCAV299, January 2025 

 

“It would have helped knowing I was a young carer earlier because it would have 

meant I wasn't alone caring for my sister. I help her to shower and help with what 

she cannot do herself. I find it hard the amount of help she needs all the time, 

even simple tasks. If she goes out, I get time to do things for myself. If she doesn't 

go out, she starts to wash at 4pm and doesn't finish until 10.30 pm. I don't worry 

about things and I like to look after my sister, no one can care for her like me. I can 

talk to my mum or anyone in my family if I'm worried. Knowing I'm not the only 

young carer who does this for someone helps me to manage.“ 

Carer, aged 12, GYCAV333, March 2025 

 

“I became a young carer at 2 years old. I help to care for my older brother, who 

has severe learning difficulties, and my mum, who has mental health issues. It 

would have helped me to understand what being a young carer is and what to 

expect, and I would have known what to do if it had been discussed with me 

earlier. The hardest thing for me is having to give them a lot of attention all the 

time. I give them lots of love and cuddles too. When I need time alone, I play 

games in my dad's room, where it's quiet. I don't worry about things, and if I 

needed to speak to someone, it would be my dad. I go to MYTIME on a Monday, 

everyone there is friendly, and it's a nice place to be. There's a young carer group 

in school, but I don't go to it. It would help if more people understood what a 

young carer is. I don't think people specifically understand or care.”  

Carer, aged 12, GYCAV337, March 2025 

 

“It would have helped me to know about being a young carer earlier so that I 

could help my sister. I help calm her down when she has a meltdown or is starting 

a fight with me. I like to swim and do sports to relax and look after myself. I go to 

my mum and my friends for help and advice. Having friends helps me the most. I 

don't know if people understand young carers or not.” 

Carer, aged 11, GYCAV340, March 2025 

 

“I became a young carer at 2 and help with my autistic brother. I don't find it hard. 

I play LEGO and Star Wars with him. I worry about bullying. I'm only small and get 

targeted a lot by bigger boys. I go to my parents for help and advice. I don't get 

any support in school or go to any groups. I don't know what would help and I 

don't think people know what it's like to be a young carer.”  

Carer, aged 11, GYCAV341, March 2025 
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“I've always helped my older sister, who has cystic fibrosis. She can no longer get 

up and has people come in to help her. We are a very close family, and I get all the 

help I need from them. I help to feed her, sometimes I help wash her and make her 

comfortable. I love my sister very much, but sometimes caring for her is 

demanding and I don't get enough time for myself. I speak to my other sister or 

friends if I'm upset or worried. There's a young carer group in school, but I don't 

go to it, my sister does. I don't think people understand about young carers, that's 

because they've not experienced it.” 

Carer, aged 12, GYCAV332, March 2025 

 

Young carers are proud of what they do to help 

their loved ones 
Young carers take on immense responsibilities, often sacrificing their own needs. Despite the 

challenges, they find deep pride and fulfilment in the care they provide, knowing they make a 

difference for their loved ones. 

 

“My mum has epileptic fits, and I stay near her until it passes. I do get worried 

because sometimes she falls and could hurt herself. The fits sometimes last a long 

time and I worry when I'm not there to help her and dad is at work. When I get 

worried, I speak to my teacher or go to the ELSA room, and they check on my 

mum. Recently, she was really poorly, and it didn't feel right; it was different than 

she is normally if she has a fit. She was really hot and sweating and shaking like 

she was having a fit. I phoned my dad and he came home. Dad phoned for an 

ambulance, and she was taken to hospital. Dad said she had an infection and that 

I'd done the right thing to call him because she would have become worse if I 

hadn't. Mum was in hospital for a few days and she had a drip attached to her 

arm. I’ve been told that I did really well and should be proud and I am.” 

Carer, aged 7, GYCAV294, January 2025 

 

“My brother has severe allergies, and he could die from eating something that he's 

allergic to. Since he was little, I've known that I must be careful and let other 

people know that he has allergies to almost everything. It was worse when we 

were younger because we didn't understand the dangers like we do now. He 

couldn't go to other people's houses without one of our parents, and we couldn't 

really go out to eat. He's aware of what he can and can't eat or be near to now, 

but he'll still refuse anything that is offered to him, like the biscuits and fruit you 

have brought, because it could have been near something he's allergic to. He's not 

being rude, just being careful. He comes to the group now because I have some 

allergies and he thinks he's a young carer to me, but it's not quite the same.” 

Carer, aged 10, GYCAV306, February 2025 
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“My brother walks with a frame. He was very poorly when he was born and cannot 

walk very well. We all have to look after him and make sure that no one pushes 

him, or he will fall over. He comes to this school and I check up on him at break 

times.“ 

Carer, aged 8, GYCAV307, February 2025 

 

“My brother has Down’s syndrome and I'm very proud of him because he doesn't 

let it stop him from trying to do things which people think he can't do. He goes to 

a special school now. He just looks different to me. We do our homework 

together. I have to help him to understand some of the things and my mum says 

I'm very patient with him. We play games together and love one another a lot. I 

don't mind being a young carer. I like helping him.“ 

Carer, aged 7, GYCAV309, February 2025 

 

“My sister is 3 and is autistic and nonverbal. My dad has heart failure and is in the 

hospital, he's due home soon. When he's home, he cannot do very much to help 

my mum now, so I help her a lot. My baby sister is a couple of months old, and I 

change her nappies, feed her, and hold her when she cries. I help my mum with 

household chores and also my other sister who I help to keep calm and safe.“ 

Carer, aged 11, GYCAV314, March 2025 

 

“I have 2 sisters who are aged 4 and 5 that I help my dad with. My older sister is in 

the year above me at school. My dad is a single parent so my older sister and me 

have to help him a lot with our younger sister and around the house. I sometimes 

feel that I'm the parent when I'm just a kid.” 

Carer, aged 8, GYCAV315, March 2025 

 

“My 2 cousins, who are aged 9 and 10, live with us. They both have epilepsy and 

can have meltdowns too. When they have a seizure, it can be frightening, but I 

know what to do now to help them. I think there should be more training in 

schools about epilepsy and first aid. We had it here and it's helped us all and we 

can help other people.” 

Carer, aged 10, GYCAV317, March 2025 

 

“I care for my mum who cannot walk. I help her to get washed and dressed before 

school. I leave her medication out and something to eat and drink during the day. 

She sometimes gets cross or cries because she can no longer do things for herself. 

I reassure her and give her a hug to help her feel better because it's not her fault 

she's ill. I make dinner for us both when I get home, and then do my homework 

before getting mum ready for bed.“   

Carer aged, 11, GYCAV319, March 2025 

Summary from this quarter's engagements 
During engagements this quarter with young carers, we have learned:  
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• They prefer mental and emotional relaxation activities, such as listening to music, reading, 

doing art, and spending time with friends. 

• Young carers enjoy meeting with other young carers regularly where they can share their 

experiences, learn from each other, and form friendships. Schools and regular youth 

groups play an important role in this. 

• Parents, friends, teachers, friends' parents, and siblings are the main sources of support 

for young carers when they are worried or need advice. 

• There is a consensus among the young carers we spoke to that they do not receive 

enough support or are unaware of where the support they can access is. 

• Young carers feel there is a need for more opportunities to discuss their problems 1 to 1, 

engage in recreational activities, build self-esteem, receive homework assistance, have less 

restrictive deadlines at senior schools, and have more personal time. 

 

 
                                           

Thank you 
A big thank you to everyone we have met and who has taken the time to share their 

experiences of being a carer with us. If you have a group you would like us to come along to 

and visit then please email us at info@luminus-cic.uk. We are very keen to hear from as many 

carers as possible from all over Surrey so we’d love to hear from you! 

 

Our Giving Carers a Voice reports can also be found on our website page Giving Carers a 

Voice: Reports - LUMINUS 

mailto:info@luminus-cic.uk
https://luminus-cic.uk/services/giving-carers-a-voice-reports/
https://luminus-cic.uk/services/giving-carers-a-voice-reports/
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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 

 

 

 


